


Third Edition

Understanding Patient Rights

and Professional Responsibilities

Marshall B. KappJD, MPH 

Springer Publishing Company

and the

awe
eriatrics^



Copyright © 1999 by Springer Publishing Company, Inc.

Ail rights reserved,

No part of this publication may be reproduced, stored in a retrieval system, or transmitted
in any form or by any means, electronic, mechanical, photocopying, recording, or
otherwise, without the prior permission of Springer Publishing Company, Inc.

Springer Publishing Company, Inc.
536 Broadway
New York, NY 10012-3955

Cover Design by Janet Joachim
Aquisitions Editor: Helui Gold
Production Editor. J. Hurkin-Torres

99 00 01 02 03 / 5 4 3 2 1

Library of Congress Cataloging-in-Publication Dala

Kapp, Marshall B,
Geriatrics and the law: understanding patient rights and

professional responsibilities / by Marshall B. Kapp.—-3rd ed.
p. cm. (Springer Series on Ethics, Law, and Aging)

Includes bibliographical references and index.
ISBN 0-8261-4532-9 (he.)
1. Geriatrics—Law and legislation—United States. 2. Aged-

Medical care—Law and legislature—United States, I. Title.
KF2910.G4SK37 1999 98-54241
344.73'0326—dc21 CIP

Printed in the United States of America



To my family: Past, present, and future

"May you live all the days of your life."
—Jonathan Swift (1738)
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Preface to the

Third Edition

Older individuals encounter a panoply of legal vicissitudes, as well as
other types of challenges, in their daily lives. For older persons needing
medical services, it frequently is impossible to separate the clinical aspects
of care from the legal (as well as ethical, financial, and public policy) ele-
ments. Medical care of the elderly is intimately affected and extensively
governed by the broad array of legal considerations that are applicable to
the delivery of health services in general, and many of these considera-
tions often are exacerbated in the care of older persons. Additionally, a
variety of specific government programs has arisen for which the elderly
are the primary or exclusive beneficiaries, and the legal rights and entitle-
ments thus created frequently pose new and unique legal issues for the
clinical caregiver attending to the needs of the older patient.

It was the aim of the first and second editions of this book to provide
practical guidance for health care professionals—physicians, nurses, psy-
chologists, health facility administrators, pharmacists, hospital and nursing
home trustees, and allied health professionals—in successfully and produc-
tively meeting these legal challenges. This remains the goal of the third edi-
tion: both to inform and to sensitize the health care professional about some
of the potential emerging legal issues he or she may encounter in providing
clinical services to the elderly and to offer practical advice and guidance that
will better enable the practitioner to grapple intelligently with legal issues
and the responsibilities they impose. My approach remains one of trying to
identify, analyze, and explain a complex series of human circumstances,
legal rules, and social values in lay language and in terms that can be com-
prehended readily, assimilated, and applied by the busy health care profes-
sional with little prior experience or expertise in these matters,

As in the first and second editions, the focus here is on patients' rights
and the correlative duties of health care professionals. Special attention is
paid to the attitudes and behavior exhibited by such professionals in their
interactions with older patients.
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This revised edition of the text was necessary because the world
of geriatrics and the law continues to change in many and substantial
ways. New judicial decisions, legislative statutes, administrative rules and
regulations, agency reports, and governmental and private guidelines exert
a powerful and growing influence on the legal relationships presently
played out among older patients, their families, health care professionals
and institutions, private third-party payers, and the larger society. A
flood of recent contributions to the legal, medical, and gerontological lit-
erature interpreting unfolding legal developments help to give texture
and context to the legal environment prevailing in the late 1990s, an envi-
ronment that is constantly and materially evolving. The current revolu-
tion in health care financing and delivery helps to shape a context in which
legal obligations sometimes are enhanced but sometimes are placed in ten-
sion with ethical and other professional values.

The implications of the relevant statutes, regulations, judicial opin-
ions, and private guidelines that have unfolded since the second edition,
as well as the professional literature illuminating the new laws, have been
woven into each chapter of the third edition. Every part of the book has
been thoroughly updated and, where appropriate, expanded.

The admonition made in the prefaces to the first and second editions
is truer today than ever: few health care professionals can afford to ignore
the aging phenomenon. As significant changes in the law affect the patient
rights and professional responsibilities entailed in serving this distinct and
challenging patient population, this third edition of Geriatrics and the Law
attempts to assist practitioners in a variety of disciplines in recognizing
and responding appropriately to those changes.

Marshall B. Kapp, J.D., M.P.H.

Preface to the Third Editionx



Introduction: Demography
and Epidemiology of Aging

DEFINITIONS

Demography and epidemiology are sciences concerned with numbers of
people and with changes and trends in their characteristics over time. Both
of these sciences often, though not always, focus on specific populations,
one of which is the so-called elderly population, commonly considered to
consist of individuals who, in terms of chronological age, are 65 years or
older. Thus, demography is the science of social and vital statistics and,
in relation to the elderly, studies the numerical relationship between the
"senior" group and the overall society and variations in that relationship
(Olshansky, 1997). The epidemiology of aging studies diseases, health
problems, or related conditions and their distribution in the elderly popu-
lation as compared to the rest of the general population (Furner, Brody, &
Jankowski, 1997).

While in both the demography and epidemiology of aging the
chronological age range of 65 and over serves as the principal yardstick
for the identification and description of the older population, it must be
noted that this population is characteristically as heterogeneous as any
other age group and that chronological age by itself neither describes nor
explains variations among its members very well. Thus, for example,
while an individual who is chronologically old is not necessarily also
biologically, psychologically, and/or socially old, a chronically ill patient
may be considered very old from a biological/physiological point of
view regardless of that patient's chronological age and also much older
than another individual of the same chronological age who does not
suffer from chronic illness. Age 65 has no special scientific significance,
owing its origins as an aging demarcation point to the pragmatic eco-
nomic concerns of Prussian Chancellor Bismarck in the late 1800s. In a
similar vein, if one were to compare the population aged 80 and older
with that in their 60s, one would find many sharp differences with
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Geriatrics and the Law

respect to such characteristics as health, living arrangements, marital sta-
tus, work status, income, education, kinship support, and use of leisure
time. It is worth keeping this in rnind in the following discussion of the
demography and epidemiology of aging.

THE GRAYING OF AMERICA

There are some very important reasons why the law pays increasing atten-
tion to the elderly in the United States and thus affects the way that health
care professionals serving older patients practice. As one lawyer has
noted, "Legal institutions and rules reflect changes in society; if law
schools and legal research can anticipate social changes, they will be able
to deal more effectively with them" (Levine, 1980), One such change is the
nation's demographic profile involving the elderly.

In 1776, about 50,000 or some 2% of the total population of 2.5 mil-
lion people then living in the United States were 65 years of age or older.
By 1900, the population 65 years and over had risen to about 3 million
people, or some 4% of the total. By 1975 that number had risen to about 22
million, or 10.5% of the total population, and it stood at about 33.5 mil-
lion, constituting 12.18% of the total population in 1995 (AARP, 1996).
Finally, various projections indicate that by the year 2030 Americans 65
and over will rise to 70 million (about 29% of the total population)
(AARP, 1996).

The increase in the number of older Americans, as well as of elderly
populations in other developed nations, is unprecedented in world history
(Taeuber, 1992). For the United States, a report entitled Future Directions for
Aging Policy; A Human Service Model (U.S. Congress, House Select Com-
mittee on Aging, 1980) put it as follows: "In one century, from 1900 to
2000, this segment of the population will have increased tenfold—from 3
million to 31 million. During the same century, the nation's total popula-
tion will have increased at the very most fourfold."

In efforts to explain this large increase in the number of older Ameri-
cans, it has become customary to point to advances in medical knowledge
(e.g., in disease control) and facilities as a major contributory factor, if not
the main cause. Frequently, the continuing role of research and devel-
opment in medicine and medical technology, especially that of the life-
prolonging kind, is taken for granted in this regard. Healthy lifestyle
changes are also an important factor.

It is appropriate within the context of the increasing older population
to consider two demographic processes." birth and death rates. The elderly
of the future as far ahead as the year 2060 are already born. Thus, the
baby boom generation of the post-World War II period (1946-1957) will
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Demography and Epidemiology of Aging

produce a "senior boom" coupled with a decrease in births. Further, the
babies of the 1960s and 1970s will be 65 and older after the year 2030.

Regarding death or mortality rates, life expectancy, which is the mea-
sure of years one has yet to live, is usually considered first. Life expectancy
has increased dramatically since the beginning of the 20th century. People
are living longer due, for example, to the decline in deaths from infectious
diseases. Beyond that, more people are living long enough to grow old
due, for example, to the decline in infant and childhood mortality rates
during the past century. In 1900, life expectancy at birth was 49 years, and
only approximately 40% of the total population reached the age of 65. In
1986, life expectancy at birth was approximately 75 years, and 80% of per-
sons in their 30s in 1985 were expected to be alive in 2020.

The life expectancy of 75 years is, however, an average, and there are
differences between sexes and races. Overall, the life expectancy since just
before 1900 has been higher for women than for men because of declines
in maternal death rates and in deaths from infectious diseases. This gap
appears to be narrowing. Overall the life expectancy of the American pop-
ulation has increased during the 20th century, and mortality rates have
tended to come down substantially.

THE OLDER POPULATION SPECIFIC

Up to this point, the discussion has been about the "graying of America"
generally. Turning now to a consideration of some specific changes that
have occurred and are occurring in the older population itself, it is useful
to distinguish between three cohorts of older adults: those aged 65 to 74,
those aged 75 to 84, and those aged 85 and over. The 75-84 and the 85+
cohorts are the fastest-growing segments of the population. In 1995, the
65-74 age group (18.8 million) was 8 times larger than in 1900, but the
75-84 group (11.1 million) was 14 times larger, and the 85+ group (3.6 mil-
lion) was 29 times larger (AAEP, 1996).

The vast majority of the total population aged 65 and over live in the
community. At any point in time, only about 5% live in any kind of insti-
tution. In 1995, about 85% of persons aged 65 and older were White, 8%
were Black, 4% were Hispanic, and 3% were Asian or Native American.

The changing age distribution of the U.S. population raises serious
questions about patterns of work and retirement, health care costs, family
structures and roles, intergenerational relationships, and societal struc-
tures (Atchley, 1994). The key factor is the "dependency ratio," the ratio
of the number of persons aged 65 and older compared to the number of
persons of the commonly accepted working ages (18 to 64). This ratio is
expected to increase rapidly by 2030.
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4 Geriatrics and the Law

The likelihood of developing chronic health conditions increases
sharply with age. Most older people have at least one chronic condition,
and multiple conditions are not uncommon (Furner et al., 1997). The most
common chronic conditions in persons aged 65 and older are arthritis,
hypertension, hearing impairment, heart conditions, visual impairments,
and diabetes. Finally, the three major causes of death for people aged 65
and older are heart disease, stroke, and cancer, Together, these three
causes account for more than three fourths of all deaths in the 65 and older
population,

IMPLICATIONS

These demographic factors concerning the elderly have, and will have in
the future, significant implications for both health care and legal pro-
fessionals who devote part or all of their efforts to the care of older
patients/clients. The consequences of the graying of America are massive
and inescapable for those who are involved in the intersection of geriatric
practice and legal regulation. These consequences are the subject matter of
this book.



Introduction to Law

and the Legal System

INTRODUCTION

Most health care professionals have to deal primarily with two aspects of
law and the legal system. These are the areas of (1) medical jurisprudence
and (2) forensic medicine,

Medical jurisprudence, or medical law, is the specialty area of law
and law practice related to legal regulation of medicine and medical prac-
tice. This subject covers what the legal system does for, and to, the health
care professional. Legal rules governing informed consent, refusal of treat-
ment, termination of treatment, and confidentiality are examples of med-
ical jurisprudence,

Forensic medicine (Wecht, 1998) is almost the mirror image of med-
ical jurisprudence. It is defined as the specialty area of medicine, medical
science, and technology concerned with investigation, preparation, preser-
vation, and presentation of evidence and medical opinion in courts and
other legal, correctional, and law enforcement settings. It concerns ways in
which medical expertise and experience can be applied to aid in resolving
certain specific legal questions that may arise. Health care professional
participation, through the rendering of reports or the giving of live tes-
timony, in cases involving such matters as guardianship, civil commit-
ment, or disability determinations constitutes a part of the practice of
forensic medicine.

The remaining chapters in this book will discuss in detail particular
issues in medical jurisprudence and forensic medicine that are likely to
arise in the clinical care of older persons. Policy issues that have legal
implications are explored as well. Before proceeding to particulars, how-
ever, it is important for the health care professional to have some general
understanding of what the law and the legal system as a whole are about
and how they function (Hansen, 1998; Richards & Rathbun, 1993). This
chapter provides an introduction.

5
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6 Geriatrics and the Law

TYPES OF LAW

A law normally may be classified as falling within one of the following
general types: (1) constitutional law, (2) statutory law, (3) administrative
law, or (4) common law,

Constitutional law refers to the general organization, plan, and prin-
ciples of a government. It is organic law, subject to amendment, that is
made by the people as a whole. In the United States, the federal, state, and
local governments all have written constitutions, (City or county constitu-
tions are called charters.) In some societies, such as Great Britain, the con-
stitution is unwritten, depending for its force on formally recognized
usage. Judicial decisions that interpret and apply constitutional provisions
are also part of the body of constitutional law. For example, a patient's
judicially recognized right to privacy, which encompasses the right to
refuse medical treatment, is a matter of constitutional law, stemming in
part from the "liberty" that is protected by the Due Process clause of the
Fourteenth Amendment.

A constitution grants the elected legislature authority to enact differ-
ent types of general laws. Legislatively enacted laws are termed statutes
on the federal and state level and ordinances or codes on the local level.
Statutory law must be written, expressed in general language, and pro-
mulgated or published so that affected individuals are put on notice
regarding what is expected of them. A statute may be addressed either to
the entire society or to a specified group. It can have only future effect. A
statute may not make illegal past conduct that was legal at the time it
occurred; such an ex post facto effect is impermissible under federal and
state constitutions. A legislature, composed of elected representatives,
may not pass a statute that violates any provision of the Constitution that
empowers the legislature to enact statutes in the first place. When courts
are called upon to decide the meaning of particular statutory language,
these decisions become part of statutory law. Legislation establishing the
Medicare and Medicaid programs (see Chapter 5} are examples of federal
statutes; guardianship and civil commitment proceedings (see Chapter 8)
are among the areas governed by state statutory schemes.

Administrative laws are called rules, regulations, or orders. They are
enacted by administrative (executive) agencies, such as departments of
health or public welfare, pursuant to powers delegated by the legislature.
Administrative laws contain the specific content of programs and activities
that are authorized by statute. This characteristic can be seen, for example,
in federal and state regulations that have been promulgated to implement
the broad Medicare and Medicaid statutes passed by the Congress and
state legislatures. Rules, regulations, and orders have the full force of law
behind them and, just like statutes, must be written, published, limited to
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future effect, addressed to all or a few, and consistent with the Constitution
(as well as with the authorizing statute). Although there are certain consti-
tutional limits to the amount of authority that a legislature may delegate to
an administrative agency, it is the general practice of legislatures to give
agencies the power to fill out with specifics the often very general shell of
statutory programs. This practice is based on considerations of the agency's
purported expertise, experience, and resources, as well as a political strat-
egy to try to deflect the complaints of disgruntled constituents about par-
ticular program items. Administrative law also includes judicial decisions
interpreting the meaning and effect of rules, regulations, and orders.

Common law is judge-made or court-made law. It is not based on the
application of any specific constitutional, statutory, or regulatory pro-
vision but rather on shared values concerning social custom, tradition,
usage, history, and, most important, legal precedent, or stare decisis (i.e.,
what previous courts have decided in similar cases). The goal of common
law is justice, and the impact of a common law decision is binding only on
those parties actually represented before the court in that particular case.
Common law is reactive; that is, a court hears and decides a case only
when particular parties ask it to do so. A legislature may react negatively
to a common law decision by enacting a statute that abrogates, changes, or
clarifies the common law principles announced. A legislature may give
approval to a common law decision by passing a law that translates the
common law principle into statutory form and thereby makes it applicable
throughout the jurisdiction. Common law rules may be announced and
modified by judicial systems in the United States on both the federal and
state levels. The rules governing limitation of medical treatment (see
Chapter 11) are generally handled by common law, although states also
have enacted living will, durable power of attorney, and family consent
statutes, and the courts have announced applicable constitutional princi-
ples regarding limitation of treatment as well.

SOURCES OF LAW

Both a vertical and a horizontal analysis of our governmental organization
is instructive in understanding the sources of our laws. Vertically, gov-
ernment is organized in descending fashion in the following levels: (1) fed-
eral, (2) state, and (3) local.

Federal authority to legislate and regulate in the health sphere
derives chiefly from two sources. First, the federal Constitution grants
Congress the power to tax citizens, to collect revenues, and to spend that
money for the general welfare of the citizenry. When Congress spends tax
dollars through a particular program it has created to benefit the public,
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such as Medicare, it may attach conditions or requirements that accom-
pany the receipt of such money. This is sometimes cynically referred to as
"the Golden Rule" (as in "He who has the gold makes the rules") or the
"poisonous tree" doctrine (as in "The whole tree goes along with the poi-
sonous fruit you have tasted"). For this reason, if a health care profes-
sional wishes to participate in the Medicare program, for instance, he or
she is obliged to obey the statutes and regulations that have been enacted
as conditions to accompany the receipt of those public dollars.

The second major source of federal power in the health area is the
constitutional clause authorizing Congress to regulate interstate and for-
eign commerce. In our complex health care system, virtually every med-
ical substance, device, and service involves some element of manufacture,
transportation, or sale that affects or is affected by more than a single
state and that therefore comes under the Commerce clause. Under this
vast authority, for example, the federal Food and Drug Administration
(FDA), operating under the federal Food, Drug, and Cosmetic Act
(FDCA) and implementing regulations, determines what drugs may be
legally prescribed by health care professionals for their patients and the
advertising that may be used in connection with the marketing of those
Pharmaceuticals.

At the state level, the government's power to control health affairs
derives mainly from the state's (I) inherent police power to regulate for
the general health, safety, welfare, and morals of the community and its
(2) inherent par ens patriae ("father of the land") power to benevolently pro-
tect those who cannot protect their own interests. State statutes mandating
automatic reporting by physicians of infectious diseases or the involuntary
commitment of mentally ill persons who are dangerous to others are
examples of the police power exercise. State statutes regarding the report-
ing of cases of elder abuse or the involuntary commitment of or imposition
of guardianship upon mentally ill individuals who neglect their own
needs grow out of the parens patriae rationale.

Local governments ordinarily possess those lawmaking powers that
are authorized by the constitution of the particular state in which they
happen to be located. This category includes city and county governmen-
tal bodies.

Each of these vertical levels of government contains three horizontal
branches. Theoretically, powers are distributed among these separate
branches as follows: (1) The legislative branch is responsible for initiating
laws, through the passage of statutes; (2) the executive branch (including
administrative agencies, like health and welfare departments) is charged
with enforcing the law; and (3) the judicial branch is expected to interpret
constitutional, statutory, and regulatory provisions and to announce prin-
ciples of common law. The actuality of government operations may vary
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significantly from this ideal version of the separation of powers, as the
respective branch roles have become quite blurred over time.

CHARACTERISTICS OF LAW

There are certain aspects that characterize laws of any type or source.
These characteristics distinguish laws from pronouncements that are
purely moral or psychological in nature.

First, a law is a rule, requirement, or command that is addressed to an
audience. It may be positive or affirmative, such as statutes mandating a
professional to report to authorities cases of suspected elder abuse. It may
be negative or prohibitory, such as a statute forbidding the practice of
medicine or nursing without first obtaining a suitable license.

The purpose of a law is to control conduct and set limits on behavior.
Lawmakers and enforcers are concerned primarily with what actors do,
rather than why they do it,

An effective law must provide for the imposition of a specific range of
sanctions or punishments if it is not obeyed. As an example, criminal or
civil liability may be imposed for practicing medicine without a license.
Conversely, a law may contain an incentive or reward for individuals who
comply with it. Thus, a physician who complies with conditions set forth
in the Medicare statute and implementing regulations is entitled to receive
financial reimbursement from the federal government for covered profes-
sional services delivered to Medicare-eligible patients.

A law additionally is a statement of what is considered morally
"correct" by a substantial proportion of society at a particular point in time.
Totally apart from its enforceability or practical effect, the law is a mecha-
nism for society to put itself on public record regarding particular contro-
versial issues. Thus, for example, a number of state legislatures have been
motivated to enact statutes authorizing the execution of living wills. This
has been done as much to publicly proclaim their support for individual
patient autonomy as to effect any specific practical changes or actions.

Finally, the law is a means of pronouncing and ensuring human
rights. Rights may be placed in one of two basic categories, namely, liberty
rights or entitlement rights. A liberty right may be thought of as a freedom
to do a specific action, like the freedom to select whom one will accept as
a patient, or as a freedom from governmental or private interference in
one's affairs, such as the freedom from medical intervention without one's
voluntary, competent, and informed consent. The federal Constitution's
Bill of Rights (the first ten amendments plus the Fourteenth), for instance,
is framed in terms of specific limitations imposed upon the federal or state
governments in intruding into the lives of citizens.
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Claims or entitlements are different. If a liberty right is thought of as a
shield protecting the individual against unwanted intrusion, claim or enti-
tlement rights may be envisioned as swords with which individuals seek to
impose upon society affirmative obligations to provide them with some
concrete good or service. Under the Medicare law, for instance, an eligible
person is imbued with the entitlement to make a claim against the govern-
ment to act affirmatively (i.e., to furnish financial resources) to provide that
individual with a particular benefit (in this case, medical care).

It is essential to clear thinking about these matters that the idea of
liberty rights be kept analytically distinct from claim or entitlement
rights. Courts, legislatures, and administrative agencies have frequently
applied these two sets of concepts to factual circumstances very differ-
ently. For example, under the federal Age Discrimination in Employ-
ment Act (ADEA), 29 U,S.C.§623 et, seq., an individual possesses the
liberty right to work as long as he or she is capable, free from discrimi-
nation by the government or private parties on the basis of age. This is
very different from saying that an individual is entitled to a specific job
forever and that a valid claim may be exerted against the government or
private employers to provide that job for that individual. The latter type
of right has not been legally recognized.

FUNCTIONS OF HEALTH LAW

Health law has classically served five separate but interrelated functions
or roles. They are as follows:

1. Health law prohibiting conduct injurious to health. Examples of legal
prohibitions aimed at protecting the health of the actor him- or herself or
others include compulsory vaccination against infectious diseases, man-
datory motorcycle helmet or automobile and airplane seatbelt wearing,
quarantines, and sanitation and environmental controls.

2. Health law authorizing programs and services to promote health. Multi-
ple and diverse federal, state, and local categorical programs of health ser-
vices for specific purposes and specific persons have been devised. The
emphasis of such programs is on the right of access to health care.

3. Health law providing for social financing of health care. Medicare and
Medicaid are the most prominent manifestations of this function of health
law. Here, too, the accent falls on the right of access to health care.

4. Health law regulating the production and distribution of resources for
health services. Health facilities are regulated through government construc-
tion funding, fiscal reimbursement for depreciation of physical structures,
and the health planning process. Health care staffing is strongly influenced
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by government grants and loans for the education and placement of future
and present health care professionals. Additionally, basic biomedkal and
behavioral research efforts have become highly dependent on public mone-
tary support.

5, Health law exercising surveillance over quality of care. This function
emphasizes the citizen's rights not only to health care but also within the
health system. It challenges health care professionals by creating certain
obligations on their part that correspond to the rights of the patient that
are recognized. Most of my attention in this volume is devoted to this
quality function of health law.

CONCLUSION

With this brief introduction to the structure and function of law and the
legal system in mind, I now move to a discussion of specific medicolegal
problems that are likely to arise in the clinical care of older persons.
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Informed Consent

and Truth Telling

The subjects of informed consent and truth telling pose significant legal, as
well as clinical and ethical, issues for all patients and all health care profes-
sionals. In this chapter, I explore both generic considerations and specific
applications of these legal doctrines to the older patient population.

INFORMED CONSENT

Historical and Ethical Foundations

The relationship between patient and health care professional is at its heart
a moral and legal, as well as a clinical, one. A respect for patient prefer-
ences is the moral and legal nucleus of that relationship (Jonsen, Siegler, &
Winslade, 1998),

More than any other medicolegal doctrine, informed consent reflects
the basic ethical responsibility to respect the personal autonomy of the
patient (President's Commission, 1982). Autonomy stems from the Greek
for "self-law or rule" and has been defined as the moral right to choose
and follow one's own plan of life and action or the moral ability to identify
and to pursue goals that we have set for ourselves. Within the health care
provider/patient relationship, the provider's duty of fidelity, or faithful-
ness, compels respect for the patient's autonomy.

The legal counterpart to the concept of autonomy is the inherent
right of self-determination, the recognition that each individual has the
fundamental prerogative to control his or her own body and deserves
to be protected from unwanted intrusions or unconsented-to touching
(Applebaum, Lidz, & Meisel, 1987; Faden & Beauchamp, 1986). As a patient
ages, this right of self-determination should become, if anything, stronger
rather than weaker.

13
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14 Geriatrics and the Law

A second ethical basis for the informed consent doctrine is the
encouragement of more intelligent and rational decision making. Medical
decisions are based on more than biological data and laboratory values.
They also involve important considerations of the patient's own life plan.
Only the patient has access to these subjective factors, which, for older
individuals with a wealth of life experiences and opportunities for value
distillation behind them, can be especially weighty.

Informed consent can also help to instill a greater sense of partner-
ship and active mutual participation within the patient/health care pro-
fessional relationship (Charles, Garni, & Whelan, 1997; Quill & Brody,
1996). It encourages more openness and less authoritarianism on the part
of the professional. Other values served by the doctrine include a mini-
mization of duress and a maximization of the patient's quality of life
(Szabo et al., 1997), an increase in the public visibility of treatment deci-
sions, and the encouragement of professional self-scrutiny with respect to
medical decisions.

Contrary to popular opinion, the legal requirement of informed con-
sent is not the recent invention of hungry lawyers, designed to reap great
riches at the expense of unsuspecting health care professionals (Schouten,
1989). Several thousand years ago, in Plato's Laws, the distinction was
made between the medical care provided to slaves and that accorded to
freemen. The slave doctor, according to Plato, prescribed "as if he had
exact knowledge" and gave orders "like a tyrant." The doctor who catered
to freemen went "into the nature of the disorders," entered "into discourse
with the patient and his friends" and would not "prescribe for him until he
has first convinced him."

In more modern times, the informed consent doctrine has firm roots
in the individualistic tradition of Anglo-American common law and is
enforced in most democratic nations today. It is a concept that is embedded
in the American culture and the American character (Click, 1997; Presi-
dent's Commission, 1982) and endorsed by organized medicine (American
Medical Association, Council on Ethical and Judicial Affairs, 1997). In 1914,
Judge Cardozo proclaimed: "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" (Schloendorfv. Society
of New York Hospitals, 1914). The legal rules governing the doctrine of
informed consent in the United States have undergone and still continue
to undergo a slow metamorphosis and definition, beginning with what is
usually recognized as the first true informed-consent case in 1957, through
the rash of litigation and state legislation initiated in the 1970s and 1980s
(Rozovsky, 1990).
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Relationship to Substandard Care

Many health care professionals function under the mistaken impression
that, once properly informed consent is obtained, they are then completely
immune from any potential legal liability to that patient, even if substan-
dard health care is rendered. This perception is dangerously inaccurate.

Figure 3,1 illustrates the clear analytical distinction between lawsuits
(1) based on lack of effective consent and (2) those based on the other mal-
practice theories of negligence for substandard care and breach of contract.
(A thorough discussion of malpractice law per se is outside the scope of
this volume, although it is addressed indirectly in many chapters.) In
essence, a patient never consents to receive substandard care; consent
always implies permission to be given care of an acceptable professional
level. Thus, if the care rendered falls below that level, the patient's consent
is no defense to a claim of malpractice. Conversely, proper or even excep-
tionally fine care is no defense to a lawsuit based on lack of informed con-
sent; the wrong in this case is not the quality of performance but the
violation of the patient's right to self-determination.

While the consent/quality dichotomy is analytically clear, it is fre-
quently blurred in practice. Few lawsuits are based solely upon failure of
the defendant health care professional or facility to obtain satisfactory con-
sent. Rather, the allegation of lack of informed consent usually is an extra

FIGURE 3.1 Sources of legal liability.
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or additional count in the patient's complaint (Klingenstein, 1992). The
basic theory is negligence, or giving care that falls below a minimally
acceptable standard of quality. If the proof of negligence is inadequate,
the patient may hope to prevail in the remaining cause of action, namely,
lack of valid consent. If the injury to the patient is substantial but the evi-
dence of negligence is weak, the stakes may be sufficient for the patient's
attorney to litigate and even bring an appeal, stressing the consent count.
Few cases are reported where the damages are modest and lack of consent
is the only allegation made by the patient. This is especially noteworthy
given strong empirical evidence of widespread deficiencies in the informed
consent process.

Legal Theories

Traditionally, medical malpractice lawsuits alleging lack of effective
consent have charged the health care professional with committing the
civil wrong, or "tort," of battery. Battery is simply the intentional, offen-
sive touching by one individual of another, in the absence of consent or
privilege (e.g., the privilege to act to save another from suffering immi-
nent harm). Battery violates the individual's time-honored rights to self-
determination and bodily integrity.

In the past three decades, however, there has been a strong trend
in informed-consent cases away from the battery theory and toward a
greater reliance on claims of negligence. In most cases today, some form of
bare patient "consent" is generally present. The modern negligence theory
focuses on whether that consent contains all of the elements necessary to
make it legally effective. Specifically, a patient alleging negligence must
show that the health care professional was negligent (i.e., unintentionally
failed to perform according to minimally acceptable professional stan-
dards) in fulfilling his or her duties toward that patient. The existence of a
patient/health care professional relationship automatically imposes upon
the latter certain "fiduciary," or trust, obligations to act in good faith and
in the best interests of the former. The imposition of fiduciary responsi-
bilities is the law's way of trying to rectify the vast disparity in power
between the knowledgeable professional and the unknowledgeable,
dependent patient. These fiduciary responsibilities include the assurance
that any consent given to proposed medical interventions contains certain
vital elements (discussed below). Failure to assure the presence of these
elements constitutes a breach or violation of the health care professional's
fiduciary duties and an act of negligence.

There are some types of cases that could arguably support both a bat-
tery and a negligence theory. Take, for example, the health care pro-
fessional who obtains from the older diabetic patient a legally effective
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consent to amputate the right foot but who instead amputates the left foot
by mistake. In that situation, battery would be appropriate because there
was no consent at all regarding the left foot, and a negligence claim would
be viable for the professional's failure to proceed with the degree of due
care that would have been exercised by a conscientious professional peer
in similar circumstances. A similar situation would arise if the patient con-
sented to undergo an intervention by Dr. A, but Dr. B was the one who
actually performed the intervention and the change was made without
the patient's knowledge or consent.

Whether the suing patient relies on a battery or a negligence theory
can make a very big practical difference to the health care professional
who is being sued. First, the time limit for beginning the lawsuit (statute
of limitations) is usually longer for negligence than for battery. However,
the latter (because it is an intentional wrong) permits compensation,
including punitive or exemplary damages (i.e., damages intended to pun-
ish the wrongdoer and set him or her up as an example to deter others) for
things other than actual injury. Negligence requires proof of actual harm.
Expert testimony is not required to prove battery, but it may be indis-
pensable in a negligence suit because professional practice standards may
need to be established. Finally, malpractice insurance may not cover a sit-
uation involving battery.

There is some authority holding that an action for fraud, as well as
battery or negligence, may be maintained against a health care profes-
sional who knowingly and intentionally misrepresents important facts
concerning a proposed medical intervention, Nelson v. Gaunt, 1981). A
fraud lawsuit may subject the defendant to the possibility of punitive or
exemplary damages as well as a longer statute of limitations than is found
in ordinary negligence cases.

The remedy ordinarily available to the wronged patient in a negli-
gence suit claiming lack of valid consent is an award of monetary dam-
ages. Compensation of the victim for losses suffered is the primary goal of
contemporary tort law. Thus, patients able to show the violation of their
rights under the informed consent doctrine may collect damages from
health care professionals (or their insurance companies) for their actual
out-of-pocket expenses occasioned by the risk that materialized but about
which they were not forewarned. They also are entitled to damages for the
pain and suffering consequent to this risk and for other economic items,
such as lost wages or the cost of hiring a home health aide. Although judg-
ments for lack of consent, rather than for other types of malpractice, are
rare, sizable awards have been reported in cases presenting the appropri-
ate configuration of circumstances.

The failure to obtain the patient's informed consent could conceivably
lead to other sanctions against the offending health care professional. To
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the extent that hospital or nursing home bylaws require compliance with
the law in general—or more specifically, with the doctrine of informed
consent—a health care professional might lose staff privileges or be subject
to other institutional sanctions for failing to obtain informed consent. Sim-
ilarly, the health care professional might be subject to penalties by the state
licensing authorities if the licensing statute or regulations make it an
offense to fail to obtain informed consent. In a particularly rare and egre-
gious situation, the health care professional could be subjected to prose-
cution for criminal battery,

The informed consent doctrine traditionally has been implemented
through specific rules created by courts as a matter of common law. Since
the 1970s, though, and particularly as a product of the "malpractice crisis"
of the mid-1970s and 1980s, a number of state legislatures (now in the
majority) have enacted statutes on this subject. These statutes vary some-
what in their specifics, in terms of form, substance, and effect. It is signifi-
cant that none of these statutes and no reported judicial decisions regarding
informed consent distinguish legal status among adult patients on the basis
of chronological age.

There have been some halfhearted attempts to make informed con-
sent requirements more uniform nationally. The American Hospital Asso-
ciation (AHA) proposed a Model Act on this subject in 1978, and the
National Conference of Commissioners on Uniform State Laws (NCCUSL)
proposed a national standard a decade later. To date, however, these
efforts have not engendered much enthusiasm, and health care profes-
sionals therefore are advised to become familiar with whether their par-
ticular jurisdiction has enacted a statute on informed consent and, if so,
what compliance with its specific provisions entails. In late 1997, the
Department of Veterans Affairs promulgated a federal rule describing the
requirements for obtaining and documenting informed consent in VA
facilities (38 C.F.R. p. 17).

Express Versus Implied Consent

The most obvious way in which the patient can give consent to medical
intervention is by stating it directly, either orally or in writing. This for-
mal form of consent, through spoken or written words, is "express." The
legal and clinical significance of written consent forms is discussed later
in this chapter.

There are a number of situations where consent is not expressed, but
the patient nevertheless may be said to have consented to the medical
intervention. A patient's consent may be implied from the circumstances,
Through actions, the patient may manifest a desire to receive the inter-
vention by voluntarily submitting to it in a manner that the health care
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professional reasonably relies on to conclude that the procedure is autho-
rized. For example, the patient implicitly authorizes a blood pressure
check by unrolling a sleeve and extending an arm for application and
reading of the sphygmomanometer. Likewise, consent for a vaccination
may be inferred from the same patient actions where vaccination is the
intervention that has been proposed. Implied consent is also found in
some emergency situations.

Implied consent is not an exception to the general informed consent
doctrine. All of the elements necessary to comprise a valid express consent
are equally requisite where implied consent is applicable; the sole differ-
ence is that the patient's permission may be given by actions rather than
by spoken or written words. Authorization comes by compliance but only
after the health care professional has assured that the necessary precondi-
tions for such compliance have been met,

Even though many clinical interchanges with older patients, particu-
larly in the primary care sphere, are appropriate areas for implied consent,
it (i.e., implied consent) is still a legal doctrine that should be relied on
carefully by health care professionals. It presents certain evidentiary risks,
and its use should be restricted to those interventions that are routine and
relatively free of risk and to when it can reasonably be expected that the
patient comprehends the nature of the intervention and the risks involved.
When there is any doubt, a consent put into words should be obtained
(Mitchell, 1995).

Responsibility for Obtaining Consent

Health care is generally delivered to older persons through a team
approach involving a constellation of different health care professionals.
This phenomenon raises the issue of which member or members of the
team is/are ultimately responsible for assuring the presence of the neces-
sary consent elements (see next section) and obtaining implied or express
consent from the patient.

In general, each health care professional must obtain consent to the
particular medical intervention or part thereof that he or she expects to
perform. Where two professionals—for example, a surgeon and an anes-
thesiologist—have discrete functions, the division is relatively easy. The
surgeon should disclose the relevant facts concerning the operative proce-
dure, mentioning anesthesia risks but leaving a detailed explanation to the
anesthesia specialist. The anesthesiologist should separately discuss the
risks of anesthesia and alternative types and methods of administration
and obtain the patient's consent to be anesthetized. If a patient has been
referred by one physician to another, the specialist or subspecialist to
whom the patient is referred is personally obligated to obtain the patient's
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valid consent to any proposed interventions. The referring physician
should disclose as much as possible to the patient, but such disclosures are
not a substitute for the more detailed explanation expected of the referee
physician.

For reasons of both psychological preference and practical efficiency,
there is a strong temptation for physicians to delegate the bulk of the task
of obtaining consent to subordinates, especially nurses. This temptation
exerts a particular pull where older patients, with whom the process of
discussion frequently may be laborious and frustrating, are concerned.
Physicians should temper this temptation, keeping in mind that the ulti-
mate legal responsibility for assuring the adequacy of consent can never be
effectively delegated away. The legal "buck" stops with the physician, as
far as the patient and the courts are concerned.

Other health care professionals can and should, however, perform
an important supportive and reinforcement role after the physician's ini-
tial discussions with the patient. Nurses, nurse's aides, pharmacists
(Brushwood, 1997), and other health care professionals should endeavor
to reassure anxious patients and families and to respond to their ques-
tions accurately and compassionately. When confronted by questions that
properly should be answered by the attending physician, though, other
professionals should firmly but sensitively refer the questioner to the
physician and inform the physician that the patient or family has unan-
swered questions.

Health care professionals also should encourage and enable patients
and their families to take advantage of other sources of health care infor-
mation. Much could be taught, for example, through wider distribution of
printed pamphlets on medications written specifically for lay people or
through greater public use of medical libraries. Health care professionals
should view such informational resources as complementary to, not com-
peting with or replacing, their personal disclosure activities and, should
encourage their development (Meredith, Emberton, & Wood, 1995).

One approach to dealing with the question of who is responsible is to
conceptualize informed consent as an ongoing process rather than as a
series of separate events (Lidz, Appelbaum, & Meisel, 1988). So perceived,
communication between patient, significant others, and members of the
health care team would take place on a continuous free-flowing basis,
rather than being connected to discrete physical interventions.

Often, it is not only the individual health care professional who is
obliged to obtain the patient's consent before medically intervening.
Although some jurisdictions put exclusive responsibility on the physician
(Kelly v. Methodist Hospital, 1995), in others the health care facility, if any,
where the care is being delivered also has certain duties in this area. These
duties arguably fall under two theories.
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First, a nursing home, clinic, hospital, or other health facility ordinar-
ily is held legally answerable for any civil wrongs committed by one of its
employees while functioning within the scope of the job. Thus, under the
doctrine of respondent superior (Latin for "Let the master answer"), which is
a version of the general doctrine of vicarious liability, a patient may hold
a health facility liable when a house officer, nurse, facility-employed
physician, medical technologist, or other health care professional or stu-
dent directly employed or sponsored by the facility invades the bodily
integrity of the patient without first obtaining a valid consent. The error or
omission of the subordinate (employee) is said to be "imputed" to the
superior (employing facility). The individual health care professional also
remains personally liable to the patient, under the doctrine of joint and
several liability. The particular wrongdoer additionally may be forced to
reimburse the employing facility for its lawsuit-related expenses, under
the theory of indemnification,

Second, a health facility has an institutional relationship with each
patient and the independent obligation to see that care of an acceptable
level of quality is delivered. Thus, even where, as is still most frequently
the case, the attending physician is an independent contractor rather
than a salaried employee of the facility, the facility may be held liable for
certain deviations from standards under the corporate liability theory.
This theory has not been applied to any facility for the failure of an inde-
pendent contractor/medical staff member to obtain valid patient con-
sent, and such liability is precluded by statute in some states (e.g., Ohio).
It is conceivable, however, that corporate liability may be extended to
this area in the future, especially in cases where facility administrators
knew or reasonably should have been expected to know that the patient
expressly objected to the intervention or was incapable of giving effec-
tive consent. The facility also acts (or fails to act) at its serious peril when
it violates informed consent provisions contained in state facility licens-
ing codes. Joint Commission on Accreditation of Healthcare Organi-
zations (JCAHO) standards, or the facility's own internal operating
policies and procedures. At the least, each health facility should adopt
and implement its own formal policies and procedures for securing con-
sent front its patients, and these policies and procedures should, among
other things, designate which particular health care professional within
the organization is responsible for overseeing the consent process for
any specific patient.

The institution's consent policy should be integrated into its overall
risk management program. The quality of provider/patient communica-
tion very directly affects the patient's satisfaction with the quality of the
overall provider/patient relationship. That satisfaction (or dissatisfaction),
in turn, strongly shapes the propensity of the patient or family to file a
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lawsuit in the event of a poor medical outcome (Levinson, Roter, Mul-
looly, Dull & Frankel, 1997),

Elements of Valid Consent

Voluntary

The first requirement for a valid legal consent is that the patient's partici-
pation in the decision-making process and the ultimate decision regarding
care must be voluntary. The usual definition of voluntariness in the context
of consent is that the person giving or withholding consent must be so sit-
uated as to be able to exercise free power of choice without the intervention
of any undue element of force, fraud, deceit, duress, overreaching, or other
ulterior form of constraint or coercion. It means, simply, that the patient
must be free to refuse to participate in the proposed intervention.

Voluntariness in medical decision making is best understood as a
matter of degree (President's Commission, 1982). The most obvious vio-
ation of this requirement occurs when the intervention is "forced," that is,
when it is performed over the express opposition of the patient. This
happens relatively rarely in the case of adult patients, even when legal
decision-making power regarding that individual has been voluntarily or
involuntarily placed in another (see Chapter 8).

A more subtle but equally objectionable violation of the voluntariness
element occurs when the patient's consent is the result of "coercion." Coer-
cion may come in a variety of forms, especially if the patient is vulnerable
and dependent, as are many frail elderly, or is caught by circumstances in
an inherently intimidating setting, such as a hospital, nursing home, pub-
lic mental health facility, or other similar type of institution. Coercion may
emanate, consciously or unconsciously, from the patient's health care pro-
fessionals, family, and friends. Coercion is particularly repugnant when it
extends beyond subtlety into manipulation (such as telling an older
patient that the content of a disability evaluation [see Chapter 6] may
depend on the patient's acceptance of a particular proposed treatment) or
even outright deception.

Thus, in the case of older persons, the test of voluntariness is com-
pounded by questions. For example, is an older person more likely to
give consent because, among other reasons, (1) he or she is in an institu-
tion or is in custody, (2) he or she is involuntarily detained or committed
(Kapp, 1998d), (3) he or she is overly eager to please and to do as others
ask; (4) he or she is more susceptible to inducements or threats because
of physical or mental impairment, or (5) he or she is unable to obtain
independent advice and consultation? Hence, it is necessary to ask
whether there are inducements or threats that might unduly affect the
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older person's consent, Likewise, it is necessary to investigate the dimen-
sions of the authority, power, and control of the person requesting con-
sent, the identity of the person seeking consent, and the distribution of
power in his or her relationship to the older individual. Similarly, one
must take into account the degree of restrictiveness of the environmen-
tal conditions under which the patient is being asked to consent.

Voluntariness is an exceedingly difficult concept to nail down in prac-
tice, precisely because certain elements of coercion are inevitable and
unavoidable in any real health care encounter. The facts of illness and the
limited capabilities of medicine often constrict the choices available to
patient and health care professional alike. In that sense, the condition of ill-
ness itself is sometimes spoken of as coercive. But the fact that no available
alternative may be desirable in itself and that the preferred course is, at
best, only the lesser of several evils does not render a choice coerced in the
legal or ethical sense. No change in human behavior or institutional struc-
ture could remove this limitation. Such constraints are merely facts of life
that should not be regarded as rendering a patient's choice involuntary
(President's Commission, 1982).

Every express choice made by an adult is legally presumed to be vol-
untary, and this presumption, as a practical matter, is very difficult for a
complaining patient or family to rebut or disprove. For example, courts
generally have been much stricter in looking at the voluntariness of a com-
mercial contract than they have been in the medical intervention context.
Nonetheless, the health care professional is advised to do all that he or she
can to minimize any coercion inherent in the therapeutic relationship and
to give advice and make recommendations in as nonpressured and empa-
thetic a manner as possible. Such a practice best respects the older patient
as a person, promotes the therapeutic value of the intervention accepted,
and protects the legal flanks of the health care professional.

Informed

The second essential requirement for valid consent is that the patient's
agreement be informed (Richards & Rathbun, 1993). "Patients are per-
sons generally unlearned in the medical sciences and therefore, except in
rare cases, courts may safely assume the knowledge of patient and physi-
cian are not in parity" (Cobbs v. Grant, 1972). Therefore, the legal doctrine
of informed consent requires that the health care professional, before
undertaking a medical intervention, disclose certain information to the
patient. The patient may then issue a "knowing" or "intelligent" consent
or refusal.

This doctrine, in addition to its common law application, is embodied
today in numerous state statutes and certain federal legislation dealing
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with patients' rights. Additionally, the informed consent requirement has
been unambiguously endorsed by major voluntary health organizations,
including the AHA, the American Health Care Association (AHCA), and
theJCAHO.

The disclosure requirement is justified not just on ethical grounds but
for therapeutic reasons as well. In most instances, thorough provision of
information to the patient is good medical practice as well as good legal
and ethical conduct. A patient on powerful medication, for instance, who
is warned of possible symptoms he or she may experience will be able to
cooperate better with the health care professional in treating those side
effects, and the therapeutic process is thereby facilitated.

Standards for Disclosure. There are several competing standards detailing
the amount and type of information that the health care professional
should convey to the patient. The test selected has both philosophical and
practical ramifications.

The most complete and hence most legally cautious and safe stan-
dard for informed consent is full disclosure, under which all known or
knowable relevant information concerning the proposed intervention is
communicated to the patient. Thus, if a physician is considering pre-
scribing a specific treatment for an older patient primarily for its placebo
effect, the full-disclosure standard would require that the physician dis-
close that fact to the patient. Although no jurisdiction has yet adopted this
standard, full disclosure, coupled with sufficient documentation (see
Chapter 4), is the best defense a health care professional could have
against a claim of lack of informed consent. No higher standard can be
expected than full disclosure.

The disclosure standard currently enforced in the majority of Ameri-
can jurisdictions is referred to as the "professional," "reasonable phy-
sician," or "community" standard. Under this test, the adequacy of
disclosure is judged against the amount and type of information that other
reasonable, prudent health care professionals would have disclosed to that
specific patient under similar conditions. Where proof is adduced that the
customary practice within the health care professional community, at least
for a respectable minority if not the majority of the profession, would be to
withhold the questioned facts from the patient, a defense is established in
a professional standard jurisdiction.

As health care professionals become more familiar with the informed
consent doctrine and more concerned with maximum protection against
malpractice claims based on alleged lack of consent, the customary prac-
tice has evolved and continues to evolve to one of ever-widening disclo-
sure. Further, courts at times (albeit infrequently) have imposed on the
medical profession a higher standard of care than that set by customary
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practice. As the acceptable standard of care evolves toward disclosure,
either voluntarily or by judicial imposition, it will become increasingly
difficult to locate even a respectable minority of health care professionals
that continues to practice widespread nondisclosure.

Almost half of American jurisdictions have officially accepted a more
expansive standard of information disclosure: the "reasonable patient" or
"material risk" standard. This standard dictates that the health care pro-
fessional communicate the information that a "reasonable patient" in the
same situation would need to make a voluntary and intelligent decision.
Under this test, the patient must be told about all material risks—that is,
those factors that might made a difference to a reasonable patient. This cer-
tainly includes answering fully and truthfully any questions asked by the
patient. The determinative element is the patient's informational needs,
determined from the patient's perspective (Can v. Strode, 1995),

Since the focus is on a "reasonable" patient, this is sometimes referred
to as an "objective" or "prudent person" standard (Bernard v. Char, 1995).
A "subjective" or "individual patient" standard, asking what the particu-
lar (rather than a reasonable) patient would have wanted to know under
the circumstances, has been advocated by some and accepted by at least
one state court (Scott v, Bradford, 1979). Otherwise, though, the subjective
standard has been rejected as unfair to the health care professional.

Arguments put forward on behalf of the reasonable-patient or mate-
rial-risk standard of informed consent, as opposed to the professional or
community standard, include (1) patient autonomy, (2) enhanced com-
munications, (3) better health consumer awareness, (4) less litigation, and
(5) improvement in the quality of medical care. Underlying these argu-
ments is empirical evidence suggesting that most patients and their fami-
lies wish to receive more information than many health care professionals
would willingly choose to disclose (Deber, Kraetschmer, & Irvine, 1996;
Degner et ai, 1997; Nease & Brooks, 1995). Interestingly, this inquisitive-
patient sentiment does not generally extend as much to the elderly (Mazur
& Hickam, 1997; Petrisek, Laliberte, Allen, & Mor, 1997), who generally
report a higher level of satisfaction with the amount of information dis-
closed to them (Adamson, Tschann, Gullion, & Oppenberg, 1989). This is
probably because they feel more dependent on their health care profes-
sionals and more deferential toward their judgment (Beisecker, 1988).

When the health care professional has purposely withheld informa-
tion about the nature of a medical intervention, the patient-plaintiff's bur-
den of proof under the reasonable-patient standard is much more easily
satisfied than under the professional standard. Under the latter, an expert
witness would be necessary to establish the appropriate conduct; under
the former, no expert witness is needed, because figuring out what infor-
mation a reasonable patient would want to know is a matter well within
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the capability of lay jurors. The jury's tendency to identify with the patient
in a material-risk jurisdiction is likely to lead to a finding that failure to
disclose the nature of an intervention was a culpable professional omis-
sion. Even when the defendant health care professional develops strong
evidence that the intervention employed did not create, in his or her pro-
fessional opinion, an undue risk of physical or mental harm, this argument
could be dismissed as irrelevant on the issue of the materiality of the infor-
mation to that patient. The test is whether the disclosure might make a dif-
ference to a reasonable patient, not to the treating health care professional
(Daunt v, SpineCare Medical Group, 1997).

Elements of Disclosure. With these standards of disclosure in rnind, I now
move to an enumeration of the specific informational items that fall within
any of these standards. The specific elements of disclosure usually have
been listed as follows:

1. Diagnosis. The patient should know what the medical problem is
that the health care professional intends to pursue, diagnose, and treat,
either as a discrete medical entity or as a symptom complex.

2. Nature and purpose of the proposed intervention. In medical ter-
minology, this equates to the indications for the intervention. The health
care professional should discuss with the patient the diagnostic or thera-
peutic rationale, in language that is clear, nontechnical, and understand-
able to the patient {Lee, 1993).

3. Risks, consequences, or perils of the intervention. People differ in
the risks that they are willing to take when choosing among treatments.
Choices may vary according to age and gender (Goldschmidt & Bertram,
1994), Different patients attach different weights and values to various
potential outcomes (Kassirer, 1994). Whether one is in a professional- or
a patient-standard jurisdiction may influence the specific risks that must
be disclosed. In general, patients are most interested in risks associated
with death (Mazur & Hickam, 1994), disability, or discomfort. As either
(1) the potential degree or severity or (2) the likelihood of a risk's occur-
rence (the incidence rate) (Hopper, Houts, McCauslin, Matthews, &
Sefczek, 1992) increases, the balance tips more toward disclosure. As a
matter of defensive practice, it is always wise to err on the side of more
disclosure. It also is wise to keep away as much as possible from citing
percentages in describing risks, as percentages are highly susceptible to
misunderstanding and misquotation and often are inaccurate scientifi-
cally (Adelsward & Sachs, 1996; Caiman, 1996; Mazur & Merz, 1994). It
may be most useful to try to place risks in context, that is, to speak of rel-
ative or comparative risks instead of just treatment risks in isolation
(Schuck, 1994). For instance, patients may differ in how they weigh and
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balance survival versus quality of life considerations in assessing relative
risks (Mazur & Hickam, 1993).

4. Probability of success. In medical terms, what would the progno-
sis be if the particular recommended intervention is undertaken (compe-
tently, of course) (Annas, 1994b)? In other words, what are the expected
benefits of the intervention (Naimark, Naglie, & Detsky, 1994)?

5. Alternatives. What options are reasonable and available? If an
option is medically advisable but the patient's insurer or managed care
organization will not pay for it, the patient ought to be informed about
that option nonetheless.

6. Result anticipated if nothing is done. In any situation, one of the
alternatives to any plan of intervention is to let nature take its course
(Wecker v. Amend, 1996). But this too may entail specific risks and con-
sequences of which the patient must be told. Just as consent must be
informed, so also must refusal of proffered intervention be informed if it
is to represent a legally valid patient choice.

7. Limitations on professional or facility. It has been suggested that
any relevant legal, clinical, ethical, or other limitations on the ability of a
health care professional or facility to serve a particular patient should be
clearly delineated. Thus, for example, a nursing facility that lacks staffing
or physical or financial capacity to adequately care for the needs of a
prospective patient should spell out its limitations, at or before the admis-
sion interview, to the applicant, family, and any referring professional,
facility, or social service agency.

8. Advice. Although most patients strongly desire sufficient infor-
mation and the right to make ultimate decisions, most also want (and
expect) advice and recommendations from the health care professionals in
whose hands they entrust their well-being (Meisel & Kuczewski, 1996).
This is likely to be especially true for the older patient, who tends to be
more respectful of authority. Giving an opinion is not necessarily coercion
or the exercise of undue influence. Rather, if done in an objective yet com-
passionate way, mindful of the human characteristics and values of the
particular patient, it is the proper fulfillment of one's professional duties.
It emphasizes the dialogue nature of real informed consent (Schouten,
1989). Doubts and uncertainties existing in the mind of the health care
professional regarding the proposed intervention also should be shared
frankly with the patient and family.

9. The financial costs of choosing various treatment options (Wilkes
& Schriger, 1996).

Many states have enacted statutes that specify a particular standard
of disclosure, but most state statutes deal with particular items of dis-
closure in only a very general fashion, if at all. The basic outline is filled in
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through the evolution of state common law via individual judicial deci-
sions rendered in litigated disputes. A couple of states (Texas and Hawaii)
have experimented with statutory schemes that list with specificity those
items that must be disclosed to the patient for any particular proposed
intervention. These statutes immunize health care professionals from sub-
sequent liability if the statutory requirements have been met.

Even if the patient can establish the absence of informed consent, no
civil recovery can be had unless the patient can also prove that the health
care professional's failure to inform was a proximate, or direct, cause of
the injury suffered. "Such a causal connection arises only if it is estab-
lished that, had the revelation been made, consent to the treatment would
not have been given" (Cobbs v. Grant, 1972). Put differently, if the patient
would have proceeded with the intervention anyway, he or she cannot
subsequently complain about a risk that he or she would have found
unpersuasive.

In judging causation, whether a jurisdiction follows a (1) "subjective,"
individual-patient or an (2) "objective," prudent-patient standard is very
significant. As alluded to earlier, at least one state court (specifically, in
Oklahoma) has adopted a subjective test, asking whether the particular,
idiosyncratic patient would have judged a specific risk as material and
would have rejected the intervention if disclosure had been made. Most
courts that have considered the question, however, have rejected or aban-
doned the subjective test in favor of an objective one—whether a reason-
able, average person in that patient's position would have undergone the
proposed intervention if he or she had been more fully informed. Under
such a test, the patient's testimony, if offered, is relevant to the proximate-
cause issue, but such testimony is neither necessary nor controlling.

A number of scholars object to the causation requirement for recovery
of damages based on lack of effective consent. They argue that violation of
the patient's dignity by itself, regardless of its effect on the medical out-
come, ought to subject the negligent communicator to liability (Meisel,
1988). Courts have not yet adopted this approach.

The informed consent doctrine has been criticized by certain com-
mentators and empirical researchers on the grounds that it is virtually
impossible for the vast majority of nonprofessionally educated patients to
adequately understand, assimilate, and mentally process the often exten-
sive and detailed information that must be disclosed. This argument is
made with special vehemence in the case of older patients suffering from
some form of mental dysfunction. The courts and legislatures have thus
far generally managed to avoid confronting this problem head-on, by
focusing their inquiries almost exclusively on the quantitative and qualita-
tive nature of the information disclosed by the health care professional
while essentially ignoring what is done with that information by the patient.
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In other words, in practice, "informed" consent has usually not been
equated with "understanding" consent (Katz, 1994), although one often
can hear the terminology used (inaccurately) interchangeably.

Thoughtful commentators from both the legal and health care pro-
fessional communities contend that both informed and understanding
consent, while perhaps seldom achieved today (Braddock, Fihn, Levin-
son, Jonsen, & Pearlman, 1997), is a realistic possibility for most patients
and should be the standard that is legally enforced. I support this view
and the notion that comprehension is less a function of patient character-
istics or the complexity of the medical problem than it is dependent on the
commitment and effort of the communicator and the method of commu-
nication used to inform the patient (Barry, Fowler, Mulley, Henderson, &
Wennberg, 1995). A dialogue that is open, nontechnical, compassionate,
receptive to questions, and involving significant family members or
friends (Pratt, Jones, Shin, & Walker, 1989), can, in most cases, bring aboijt
meaningful patient comprehension (Krynski, Tymchuk, & Ouslander,
1994) and can serve a valuable therapeutic purpose at the same time (Wolf
& Becker, 1996). Especially in the case of geriatric patients, the health care
provider has a moral obligation to strive to maximize patient comprehen-
sion to fulfill the spirit as well as the letter of informed consent. Some of
the best results in patient comprehension have taken place in the context
of treating chronic illness.

Much work remains to be done in perfecting provider/patient com-
munication techniques (Peters, 1994), especially in light of findings that
the method of eliciting patients' preferences strongly influences their
expressed preferences and that these preferences may have predictable
relationships with demographic characteristics such as age (Ainslie &
Beisecker, 1994; Mazur & Merz, 1993).

Another misplaced but frequently cited criticism of the informed con-
sent doctrine is that the disclosure of information tends to frighten away
many patients from agreeing to undergo clinically indicated interventions.
In fact, empirical research shows that ample disclosure not only does not
increase the patient refusal rate but that most refusals are based on inade-
quate disclosure and that the refusal rate actually decreases as the amount
and kind of information disclosed increases and patient uncertainty
decreases (Sprung & Winick, 1989). Similarly, there is evidence that physi-
cians can warn patients about potential side effects without bringing about
those side effects (Lamb, Green, & Heron, 1994).

Moreover, a good argument may be made that the patient is making
the "correct" decision for himself or herself—in terms of personal values—
when pertinent information persuades the patient to decline potential
intervention. This is especially true when the benefits and risks of the dif-
ferent alternatives are very subjective and/or uncertain (Fowler, 1995), for
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example, in the case of benign prostatic hyperplasia, which is so common
among older men (Wagner, Barrett, Barry, Barlow, & Fowler, 1995).

Although informed consent often is associated with surgery (Mazur
& Merz, 1996), the doctrine applies with equal force to all manner of non-
surgical medical and psychiatric (Appelbaum, 1997a) interventions as well
(Annas, 1989). This includes the administration of drugs. Because older
patients are especially heavy consumers of prescription and over-the-
counter drugs, especially of the psychotropic variety, and because they are
at higher risk of adverse reactions from the drugs they take (Col, Finale, &
Kronholm, 1990), health care professionals should be exceptionally con-
scientious about adequately informing older patients and their families of
potential consequences and alternatives of prescribed or suggested phar-
maceutical therapies (Morris, Tabak, & Gondek, 1997). For over-the-
counter drugs, this burden falls particularly on the pharmacist. Disclosure
should include specifics on at least the following points;

1. What is the name of the medication? Why should the patient take it?
When can the medication be discontinued? Is there a feasible alterna-
tive to this drug or to drugs altogether?

2. How many times a day should the medicine be taken? What are the
best times? How should the drug be taken?

3. What side effects should be watched for? Which ones are expected
and which ones should be reported to the health care professional
right away?

4. Can this drug be taken safely with other prescription and over-the-
counter drugs that the patient is presently taking? Are there any
foods to avoid while taking this drug?

5. Are there any special warnings the patient should know about while
taking this drug?

Additionally, informed consent is vital in decisions about screening
tests for the existence of various disorders (Flood et al, 1996; Pauker &
Kassirer, 1997; Ubel, 1996; Wolf, Nasser, Wolf, & Schorling, 1996) or genetic
susceptibility to them (Geller et al., 1997; Kapp, 1996e). Informed consent
requirements also apply, at least in theory (Kapp, 1998d), to nursing facil-
ity placement. Because placement decisions often are made in an atmos-
phere of great stress, health providers must try especially hard to maximize
the understanding of options by the patient and significant others.

Competent

The third essential element of legally valid consent is that the patient must
be mentally capable of giving valid consent regarding personal medical
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care. As is explained at length in Chapter 8, every adult human being is
presumed to be decisionally capable (Ficke v. Evangelical Health Systems,
1996; Sirmon & Kreisberg, 1996). This presumption is rebutted or done
away with only when a judge expressly rules that the individual is incom-
petent. Chapter 8 also extensively discusses legal tests of capacity and
methods for its clinical assessment, as well as various forms of voluntary
and involuntary proxy decision-making arrangements. The particular
application of these subjects to the care of dying patients is dealt with in
Chapter 11.

A major problem, noted in Chapters 8 and 11, is the older patient
who is incapacitated in clinical fact (de facto incompetent) but who has not
been so adjudicated in a court of law (dejure incompetent) and for whom
no guardian has been formally appointed. It is always wise, in such situa-
tions (and, in fact, whenever possible regardless of the patient's functional
abilities) to involve interested and available family members or signifi-
cant others as much as possible in the decision-making process. Such
involvement represents the widespread practice in current health care
delivery and generally serves a therapeutic purpose for the patient, fosters
more thoughtful decisions, and at the same time perhaps psychologically
discourages future lawsuits.

Relatives frequently lack express or formal authority to give legally
binding consent on behalf of patients who have not been judicially
declared incompetent. About half of the states statutorily empower rela-
tives, through explicit family consent laws or general informed consent
statutes, to make legally valid decisions for clinically incapacitated patients
in the absence of a formal incompetency finding and guardianship appoint-
ment order. Several states have Living Will or Natural Death statutes (see
Chapter 11) that specifically authorize proxy consent without judicial
appointment. In other states, the technical legal status of relatives as proxy
decision makers is unclear. Obtaining consent from relatives on behalf of
a patient who still maintains a legal presumption of competence may or
may not be legally appropriate. The better practical rule is for the profes-
sional, in the absence of a guardianship order, to seek consent both from
the patient and available "next of kin," except when this is not feasible
(e.g., when the patient is noncornmunicative) (Dubler, 1990).

Additionally, as noted in Chapter 8, even a judicially appointed
guardian may have limits placed on his or her authority to consent to
medical intervention. The health care professional should be aware of
any such limits.

I do not advocate, as do some, that absolute legal certainty be sought by
the health care professional through initiation of formal guardianship pro-
ceedings for every patient needing medical attention for whom competence
to consent is questionable. Such a practice certainly yields definitiveness
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and represents the most cautious and legally prophylactic approach. In most
situations, however, this imposes an unnecessary financial, practical, and
emotional burden on the patient, family, friends, and health care profes-
sionals. The majority of the time, families can be counted on to act in a man-
ner either (1) consistent with the patient's own values and preferences
(substituted Judgment) or (2) consistent with the family's sincere appraisal
of what is in the patient's best interests (Reust & Mattingly, 1996), Health
care professionals should be willing to tolerate a certain small degree of
legal ambiguity and should invoke the formal legal process only when they
entertain a serious doubt regarding the decision-making motives or abilities
of the patient's family.

Exceptions
A number of well-recognized exceptions exist to the general informed
consent requirements. These are all applicable, in appropriate circum-
stances, to older patients. They include (1) legally required interventions,
(2) emergencies, (3) waivers, (4) therapeutic privilege, and (5) commonly
known risks.

Authorization by Law
Informed consent is not required in certain instances in which medical
interventions are directed or authorized by law. These include certain tests
performed pursuant to the authority of police officers or public health offi-
cials, such as testing motor vehicle drivers for inebriation. Because consent
need not be sought in such circumstance, "informed consent" is a mis-
nomer. Nonetheless, it is still appropriate to discuss with a person the
nature of the intervention and the reasons for it, out of respect for that per-
son, even though such discussion is not intended to assist the individual in
making a choice.

Emergency Exception

The emergency exception applies when (1) immediate medical treatment
is required to preserve life or to prevent a serious, perhaps permanent
impairment to health, but (2) consent cannot be obtained from the patient
(or from someone empowered to authorize treatment on the patient's
behalf), and (3) there is no credible indication that the treatment would be
refused were the patient then able to make his or her own wishes known.
It is sometimes said that consent in such situations is "implied by law," by
analogy to situations (referred to earlier in this chapter) in which a patient
by his or her conduct implies consent without explicitly giving it. This
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terminology is misleading in the emergency context. More accurately, in
an emergency the law sets aside the requirement of consent, based on the
presumption that a reasonable person would want emergency aid to be
rendered and that a particular patient has such wishes unless he or she has
definitively indicated otherwise previously.

To justify reliance on the emergency exception, the health care pro-
fessional has the burden of proving the presence of two factors in the case
at issue. First, it must be shown that it was not reasonably possible prior to
the intervention to obtain the express consent of the patient or the consent
of another person authorized to decide for the patient. Second, it must be
established that there was an immediate threat of death or of serious, per-
manent impairment of health.

Because the establishment of these factors is the health care profes-
sional's responsibility, he or she should make every reasonable effort to
document the circumstances in such a situation (see Chapter 4). Adequate
notes should be included in the medical record explaining the immediate
threat to life or health and what efforts were made, if any, to obtain
express consent. Consultation with other health care professionals, if they
are available and time permits, is wise and helpful in justifying the treat-
ing health care professional's action.

One variation of the emergency exception is the "extension" doc-
trine. This doctrine applies when unanticipated conditions are discov-
ered during a surgical procedure. It justifies the physician in extending
the operation beyond the patient's original express consent, when the
extension is necessary to obviate an immediate threat to life or a perma-
nent impairment of health. Although the courts have been fairly liberal in
interpreting the extension doctrine, it will be used sparingly by health
care professionals who are truly committed to the concept of maximum
patient self-determination.

Defense of Waiver or Delegation

Just as personal autonomy is the primary ethical underpinning of the
patient's right to make medical decisions, it also is the foundation for the
health care professional's defense of waiver. Implied contract and assump-
tion of risk are related concepts.

Ever since the earliest judicial recognition of the doctrine of informed
consent, it has also been acknowledged that, if a patient has the right to
know a proposed medical intervention's nature, risks, alternatives, and
probability of success, then the patient also must possess the preroga-
tive to waive or relinquish that right or to delegate decision-making
authority to someone else. It is not legally required that health care pro-
fessionals oversupply patients with unwanted information, or "truth
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dump." Allowing a patient the opportunity to waive or delegate the
right to be informed is "paternalism with permission" and is a necessary
part of full recognition of the patient's claim to self-determination (Gor-
don, 1996),

This defense also could be asserted in terms of implied contract. The
health care professional might argue that a combination of the conduct,
past history, and statements of a particular patient may be fairly inter-
preted as an implied desire by the patient for the health care professional
to withhold some or all information and to make necessary treatment deci-
sions for the patient. A patient may nonverbally communicate to the
health care professional a willingness to urtquestioningly undergo what-
ever form of intervention the health care professional judges to be consis-
tent with the patient's life experiences and expressed values and serving
the patient's best interests. The health care professional's acceptance of
that responsibility is arguably an implied condition of the patient's entry
into or continuation in the professional/patient relationship. It is also pos-
sible for the patient's waiver of decision-making authority to be purely
express, but this will be a rarer situation.

Patient waiver or delegation of informed consent undoubtedly
reflects the tacit understanding and trust (Young, 1997) in a considerable
percentage of professional/patient encounters. This is especially true for
older patients, who often are in even greater awe of the status of health
care professionals than are most others. Many patients are content to have
the specifics of their medical treatment remain a mystery, as long as it
works (Diem, 1997). Health, as a "good," is judged by many people as
more important than rights. Many older persons, too, naturally rely on
adult children—mainly daughters—to assist them in making medical deci-
sions, sometimes to the point of virtually delegating decision-making
authority to them altogether (Pratt et al, 1989).

However, to prevent the waiver defense from becoming the excep-
tion that rapidly obliterates the rule, it has been strongly urged in some
quarters that the patient's right to decide not to be informed must be exer-
cised unambiguously if it is to be given effect. Consequently, the waiver
ideally should be expressed rather than implied and should be recog-
nized only in circumstances where the health care professional has made
clear that there are risks and alternatives associated with the advised
intervention and that he or she is willing to discuss them fully with the
patient (and family) if so requested. It also should be kept in mind that
some older persons who may wish to delegate ultimate decision-making
authority may still want to receive information about their care (Ende,
Kazis, Ash, & Moskowitz, 1989). Further, many patients who prefer not to
make initial therapeutic decisions do want to participate in the ongoing
evaluation of their therapy.
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Every health care professional is familiar with the problems of patient
deviation from instructions. Studies estimate, for example, that one fourth
to one half of all patients fail to faithfully take aE drugs that have been pre-
scribed for them, If a patient (and older people are high nonadherers) fails
to take a drug that in turn fails to produce positive results, the health care
professional may argue that the patient has assumed the risks of noncom-
pliance with medical instructions. Failure of a competent adult patient to
follow instructions, after a reasonable explanation as to the necessity of the
orders, is generally a complete defense for the health care professional
who is accused of malpractice. The usual response to this defense, though,
is that the risk was not really voluntarily and knowledgeably assumed.

Therapeutic Privilege

The most controversial exception to compliance with informed consent
requirements is the doctrine of "therapeutic exception" or "therapeutic
privilege." The doctrine of therapeutic privilege is the medical branch of
the long-recognized common law defense of necessity. This defense acts to
justify conduct that would otherwise be deemed a civil or criminal wrong.
A defendant who prevents an injury that is threatened from some force of
nature or some other independent cause not connected with the plaintiff is
said to be acting under necessity. For example, an individual may break
into a private dwelling in order to save an occupant from perishing in a
house fire without becoming liable for trespassing. The foundation of the
necessity privilege has been said to be a mixture of charity, the main-
tenance of the public good, and self-protection. This privilege, as applied
to health care, is found codified in the statutes of several states today and
is recognized as a matter of common law in all others.

In the medial context, the defense of therapeutic privilege to a claim
of nondisclosure of material information about a patient's diagnosis,
prognosis, or treatment is applicable when, in the health care profes-
sional's good faith judgment, disclosure would be likely to complicate or
hinder necessary treatment, cause severe psychological harm, and be so
upsetting as to render a rational decision by the patient impossible. In
such circumstances, it is permissible to proceed with the intervention in
the absence of disclosure and informed consent.

The general privilege of necessity has been strictly limited to emer-
gencies in which severe harm is threatened. The medical version, thera-
peutic privilege, has likewise been construed extremely narrowly by the
courts, which have implied that it applies only when the patient is severely
and emotionally unstable and when the mere sharing of the information
itself would imminently imperil the patient's life. Moreover, the privilege
can in no event last longer than the condition that justifies it. Once the
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patient has improved, disclosure must take place. In light of the weighty
limitations that have been placed on the therapeutic privilege defense by
the courts, any attempted use of this defense must be viewed with sub-
stantial skepticism.

The preferred rule is a presumption that the health care professional
must inform the patient of all material information but that the manner
and setting in which the information is conveyed (encompassing such fac-
tors as time, place, language used, and other people present) be permitted
to vary depending on the patient's particular circumstances. Although
some health care professionals insist that they might be held liable for
telling the patient too much, no court has ever found a health care profes-
sional liable for giving a patient an excessive amount of accurate and rele-
vant information.

Nor can intervention without adequate disclosure be justified merely
because the health care professional thinks that the intervention would be
in the patient's best interest. A physician might well believe that a form of
treatment is desirable or necessary, but the law does not permit the physi-
cian to substitute that judgment for the patient's through lack of candor or
deception. To argue that a health care professional is justified in with-
holding information because a patient might, on the basis of those facts,
decline therapy that the professional deems desirable would be a complete
perversion of the principle of therapeutic privilege. Besides, as noted pre-
viously, patient consent rates actually tend to increase in direct proportion
to the amount of relevant information disclosed to patients.

Before opting to treat a patient under therapeutic privilege, the health
care professional should at least consult a colleague to secure an indepen-
dent determination that there is a clinical and ethical basis to act under the
privilege. The health care professional should document exactly what
information is being withheld from the patient and why. The professional
is then best advised to disclose these facts to the appropriate next of kin,
when available, and to document that disclosure.

These general restrictions regarding use of therapeutic exception
apply to all types of competent patients and all types of interventions,
psychiatric as well as nonpsychiatric. They apply with particular force to
older patients, for whose personal values and preferences the health care
professional should have the highest respect.

Known Risks

The final notable exception to informed consent requirements comes into
play when the anticipated risks are of a commonly known variety. In gen-
eral, a health care professional is not required to disclose a risk of which
the particular patient is already aware from past experience (Brahams,
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1992) or that is so widely known that the average patient would be aware
of it. When a patient claims that he or she was not personally aware of a
particular risk, juries often tend to react sympathetically, so health care
professionals should try to justify nondisclosure of information based on
this exception quite gingerly, if at all.

Significance of Forms

No greater confusion exists among both health care professionals and
members of the public in the area of informed consent than that concern-
ing the legal significance of the written consent form. This confusion is
extremely unfortunate, as it leads in far too many cases to a tendency for
the written form to be equated with and substituted for the consent itself,
It cannot be stressed strongly enough that this thinking and practice are
erroneous; valid legal consent is not achieved by a piece of paper, but
rather requires compliance with the professional/patient communicative
process detailed in the preceding pages. In fact, obsessive preoccupation
with written forms at the expense of the process of consent can be coun-
terproductive in terms of legal risk management (Schouten, 1989).

Except when the proposed intervention is part of a biomedical or
behavioral research protocol (see Chapter 12), a written consent form ordi-
narily is not even legally required. Even when a written form has been
signed by the patient, there are numerous ways for its legitimacy to be
attacked. Among the most familiar patient claims are "I was nervous";
"I didn't understand because the doctor used big, technical words"; "I was
in such pain that I would do anything to get rid of it"; "They had already
given me a shot, so I wasn't clearheaded"; and "The nurse handed me this
piece of paper at the last minute, and I signed it without even looking at
it." Such claims are likely to carry extra weight in the minds of a jury that
is contemplating the plight of an injured older patient.

In spite of all this, most health care professionals and facilities regu-
larly use written consent forms in their everyday clinical practice, for both
their older and younger patients. This is largely a result of the confusion
between form and substance described above. Nevertheless, I fully encour-
age the appropriate use of written consent forms in clinical practice, as it
serves a variety of legitimate purposes.

First, the regular use of consent forms is required by JCAHO stan-
dards. Although these standards are not, strictly speaking, legal author-
ity, JCAHO accreditation is a prerequisite (or at least one way to qualify)
for many forms of public and private third-party payment for health
services rendered to covered patients (see Chapter 5). Thus, hospitals
and certain other health care facilities desiring to participate in Medicare,
Medicaid, Blue Cross, most managed care organizations, and other
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third-party payment programs must comply with the JCAHO's written
consent standards.

Second, the written consent form can and should serve as a valuable
source of information and education for the patient and family. If it is
(1) written in clear, understandable, nontechnical language; (2) given to
the patient and family as far ahead of the proposed intervention as pos-
sible for their study in a nonstressful, relaxed way; and (3) orally sup-
plemented by thorough, responsive explanations by all concerned health
care professionals, the written form can become an integral part of the
professional/patient relationship. It can perform a tremendous cognitive
as well as therapeutic function for the patient and family. Any educational
strategy that reduces the possibility of surprise and anger at an unex-
pected outcome is good patient management.

Third, the written consent form does provide some measure of legal
protection for the health care professional. Although it does not by itself
constitute the totality of the required consent, the written form does have
status, based either on state statute or court decision, as an important piece
of proof or evidence that the required process of communication took place.
The existence of a written form signed by the patient (or the patient's
proxy) creates a legal presumption that valid consent was obtained; the
burden then shifts to the patient to rebut or overcome that presumption by
persuasively showing that one or more of the essential elements of consent
were missing.

There are several different kinds of written consent forms. These, as
well as additional means of documenting consent and other aspects of
patient care, are described in Chapter 4. But the specific means of docu-
mentation are really secondary. The important thing is for the health care
professional to make sure that the information set forth in the documen-
tation has in fact been communicated to the patient in a way that is under-
standable to that patient. If the objective is to fill pieces of paper with
signatures, the whole point of patient consent is lost and the forms become
meaningless. If the objective is to recognize and respect the principle that
the adult patient is, in the vast majority of cases, the rightful determiner of
his or her own destiny, then the consent form becomes a meaningful doc-
umentation of the patient's legitimate authorization. The use of consent
forms should be dealt with in the institution's formal internal consent pol-
icy suggested earlier in this chapter.

Effect of Patient Decision

Most patients, especially most easily awed older patients, will accept the
advice of their health care professionals and consent to undergo rec-
ommended medical interventions. Such cases present few ethical or legal
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dilemmas, as the health care professional almost invariably acts as though
the consenting patient (by virtue of agreeing with the professional) must
be competent and has understood the professional's explanation of the
intervention.

Some patients, though, including a small but significant segment of
the elderly, at certain times reject specific suggested medical interventions.
This may occur for a variety of reasons, including misunderstanding;
religious objections; fear of embarrassment, invasion, or physical pain;
machismo; cost concerns; or any number of other rational or irrational
motivations (Jeremiah, O'Sullivan, & Stein, 1995). The health care profes-
sional has an ethical and legal obligation to strenuously seek to persuade
recalcitrant patients and their families to consent to clinically indicated
interventions. Every effort should be made to explain to the patient and
family, in a gentle and warm way, why the particular intervention is
imperative. If that fails, the patient and family should be reminded that by
refusing they now accept the responsibility—clinical, ethical, and legal—
for the consequences. Failure to try one's best to convince the patient and
family is an indictment of the health care professional's persuasive ability
and might be construed by others as an attitude of indifference to the
patient that could place the professional in subsequent legal jeopardy.

Despite one's best persuasive efforts, however, some patients and
families will persist in their refusal. In such circumstances, the health care
professional has several options.

First, once he or she has verified that the patient is competent to make
treatment decisions and that adequate explanations have been given that
the patient understood, the health care professional may and ordinarily
should respect the patient's refusal and refrain from performing the pro-
posed intervention. This general rule regarding competent patients applies
to emergency as well as nonemergency health care and extends to refusals
made by properly appointed substitute decision makers in the case of
incompetent patients (see Chapter 8). When the professional relies on
refusal of treatment, such refusal should be thoroughly documented (see
Chapter 4).

Second, an informed refusal of treatment sometimes may be viewed,
from the vantage point of the patient and family, as one means of reduc-
ing suffering. Such a perspective could make some refusals more accept-
able to those who now disagree with the idea of honoring them. If a health
care professional finds that acceptance of a patient's or proxy's treatment
refusal is personally objectionable in a particular case, he or she is free to
exercise a second option: terminating the professional/patient relation-
ship. To avoid legal liability for abandoning a patient in distress, the health
care professional should formally notify the patient and family of the rela-
tionship termination and the reasons for it and should make all reasonable
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efforts to refer the patient to another competent health care professional,
who agrees to care for the patient and whom the patient and family are
willing to accept as their caregiver.

A third alternative, realistically available only in emergency (life-
threatening) situations if at all, is for the health care professional or facil-
ity to initiate a formal legal proceeding in which a judge is asked to
authorize a particular course of care over the patient's competent and
informed objections, based on the existence of compelling state interests
favoring intervention. Decision making by and for critically ill patients is
the subject of Chapter 11,

Patient consent to recommended treatment and patient refusal of
recommended treatment are only two sides of the patient decision-
making triangle. The third side is insistence by the patient or family on
some form of medical intervention that the health care professional
judges to be clinically inappropriate, that is, nonbeneficial or futile. If the
intervention is not harmful and may have some palliative or psycho-
logical supportive value for the patient or family, the health care pro-
fessional usually should view the request sympathetically, although
economic considerations cannot be dismissed as irrelevant. If, however,
the intervention carries some adverse risk to the patient or to others, the
health care professional has no ethical or legal obligation to indulge the
patient's or family's misguided desires and may actually incur legal
jeopardy by doing so. Clinical decision making should be a mutual,
cooperative process of negotiation among reasonable alternatives by
patient, family, and health care professional, a process in which no sin-
gle party is either master or slave. The subject of futile medical treatment
is explored in more depth in Chapter 11.

TRUTH TELLING

The foregoing discussion of informed consent presumes that there exist
reasonable forms of medical intervention that are likely to benefit the par-
ticular patient from whom or for whom consent is sought. But there are
times, particularly when older patients are involved, when the patient's
condition is such that no curative or restorative form of medical interven-
tion is reasonably available. This may occur when a condition is thought to
be terminal (in the past, cancer has been the best example) or chronic,
degenerative, and unbeatable (Alzheimer's disease has been the prototype
of this category until recently). In such cases, informed consent is not rele-
vant (there being no treatment proposed), and many health care pro-
fessionals have advocated silence or even outright deception in the
psychological interests of the patient and family. Additionally, physicians
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frequently have deferred to families' paternalistic pleas to keep the afflicted
patient in the informational "dark" (Maguire et al., 1996).

We have come a long way in our ethical and legal thinking on this
subject since Oliver Wendell Holmes advised the graduating class of the
Bellevue Hospital Medical College in 1871: "Your patient has no more
right to all the truth than he has to all the medicine in your saddle-
bags. . . . He should get only just so much as is good for him" (Holmes,
1911). Candor is strongly supported by most, although not all (Nyberg,
1993), ethical philosophers on the grounds of respect for patient dignity
(Post & Foley, 1992). Truthfulness in these cases also is favored by an
increasing number of modern clinicians, based on an understanding that
most patients and families want and are able to handle effectively infor-
mation about the patient's condition, even when the news is bad and the
reasonable alternatives for cure or amelioration are dim or nonexistent
(Buckman, 1996; Holroyd, Snustad, & Chalifoux, 1996; Meyers, 1997). In
1997, the Alzheimer Society of Canada endorsed formal guidelines telling
physicians not to hide the diagnosis of dementia from a patient believed to
have Alzheimer's disease.

No specific statute or regulation can be cited at present requiring dis-
closure in situations in which informed consent is not necessary. Never-
theless, several legal caveats (words of caution) are in order.

First, as medical science inexorably progresses and new forms of
curative, ameliorative, or palliative interventions are invented for diseases
and conditions previously considered hopeless and untreatable, the num-
ber of situations in which informed consent is irrelevant continues to
shrink (Drickamer & Lachs, 1992). If a realistic possibility for slowing dis-
ease progression, for cure, or even for relief exists but is not offered to a
patient, the health care professional may be exposed to legal liability for
negligent omission. Alzheimer's disease is beginning to fall into this class
of ailments.

In addition, the older patient may have many life decisions to make
that have nothing to do with therapeutic medical interventions (Post &
Whitehouse, 1995). The individual, for example, might need to make
timely financial estate planning choices or actively consider participating
as a subject in biomedical or behavioral research (see Chapter 12). Patients
who are deprived, by the health care professional's silence, of the chance
to make such decisions in a timely, thoughtful fashion may be able in the
future to hold the less-than-frank health care professional liable for breach
of fiduciary duties (Dickerson, 1995).

As another warning, whereas the law may now accept the with-
holding of information under certain limited circumstances, it will not
condone clear-cut misrepresentation. A health care professional who is
asked a direct question would be well advised to answer truthfully. As
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noted earlier, no health care professional has ever been sued successfully
for disclosing an overabundance of truthful, pertinent information to a
patient or family.

For the modern American (Higuchi, 1992) health care professional,
the issue is not whether honesty is the best policy with older patients and
their families. Rather, the important questions are where, when, and how
information can be communicated in a manner that is as candid, compe-
tent, and compassionate as possible (Freedtnan, 1993),



Medical Record Keeping:
Documentation,

Patient Access,

and Confidentiality

Medical record keeping is an essential aspect of quality patient care (AMA
Council on Scientific Affairs, 1993b). It is the primary means of refreshing
the memory of the health care professional about the facts surrounding
care of a particular patient and the major source of communication among
professionals about a patient who is under the care of a multimember
health care team. There is a legal duty to properly document patient care,
violation of which may constitute actionable negligence on the health care
professional's part if injury to the patient results (Fox v. Cohen, 1980).

In addition to its clinical importance, the medical record also has
potentially substantial legal purposes. It is the process and the product of
tangible documentation for later scrutiny of the nature and quality of
health care services delivered. The medical record may become a central
piece of evidence in resolving a variety of issues in a panoply of legal
contexts. Among the theories of recovery against health care providers
for negligence in record keeping is the tort of spoliation of evidence
(Goodnight & Davis, 1992; Smith v. Sup. Ct.for City of Los Angeles, 1984).
The medical record often contains the power to significantly promote or
impair the legal well-being of both the patient and the health care pro-
fessional. One commentator has gone so far as to suggest that the 20th-
century version of the Hippocratic oath should be amended to read;
"Whatsoever I shall see or hear in the course of my profession, in my
intercourse with men, if it is that which should not be broadcast abroad,
I will never divulge it but consider it a holy secret... provided, how-
ever, there are no lawsuits, third-party payers, or attorneys who want to
examine your records" (Brooten, 1982).
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The Joint Commission on Accreditation of Healthcare Organizations
(JCAHO) sets strict standards regarding medical record keeping in its var-
ious accreditation manuals guiding practice in both acute and long-term
health care settings. Individual facilities and agencies establish procedures
through adoption of internal bylaws and rules. Most states prescribe
record-keeping specifics as part of institutional, agency, or individual
licensure acts. Additionally, federal record-keeping requirements for pub-
licly funded patients (see Chapter 5), many of whom are older, are created
by the Medicare and Medicaid statutes and implementing regulations. A
physician may be involuntarily terminated from these programs for
records deficiencies (Koh v. Perales, 1991). Finally, courts have frequently
enunciated common law principles relevant to the adequacy and appro-
priateness of medical record keeping. It is essential that the health care
professional be aware of specific provisions within his or her own juris-
diction and practice site concerning record keeping. Because noncompli-
ance with legal record-keeping requirements may jeopardize a facility's or
agency's license, or its JCAHO or insurance status, a health care profes-
sional's job or staff privileges may well hinge on acceptable performance
in this area.

In this chapter, I deal with several aspects of medical record keeping of
general interest and focus on areas of particular pertinence to the care of
geriatric patients. I explore here (1) legal uses of the medical record, (2) allo-
cation of responsibility for record keeping, (3) practical guidelines for proper
documentation of care, (4) particular safeguards to employ in selected prob-
lem areas, (5) patient access to records, and (6) confidentiality.

LEGAL USES OF MEDICAL RECORDS

It has been estimated that medical evidence, which relies heavily on writ-
ten records, plays a part in about three fourths of all civil cases and in
about one fourth of all criminal cases brought to trial (Kennedy & Jacobs,
1981). It is likely that these fractions are even higher for litigation in which
older persons are parties.

One type of legal case in which the medical record is invariably cru-
cial is the professional liability/medical malpractice civil action. This is a
lawsuit brought by the individual patient seeking compensation for
injuries suffered as the proximate or direct result of the health care pro-
fessional's or facility's deviation from acceptable standards of care (i.e.,
negligence) (Feegel, 1998; Flamm, 1998). In the typical malpractice case,
the available documentation of care determines the legal outcome at least
as much as does the actual quality of care provided. The record becomes
the health care professional's greatest friend or worst foe.
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Another kind of legal case in which medical records generally influ-
ence the result is represented by patient legal claims for benefits under
public disability programs (see Chapter 6), private disability insurance
policies, workers' compensation systems, and private or public (see Chap-
ter 5) health insurance provisions. Challenges to alleged age discrimina-
tion in employment that are met by a defense that the plaintiff can no
longer function properly in terms of job performance may turn in part
on medical records. Similarly, personal injury lawsuits brought by older
patients on the basis of casualty (accident) occasioned by the fault of
another (automobile crashes and slip-and-fall situations are the most
usual, if mundane, examples) frequently turn on the nature of medical
proof produced. These types of cases should remind health care profes-
sionals that their fiduciary duties to their patients extend well beyond
purely objective, scientific clinical intervention and include reasonable
efforts to promote the total (involving the legal, social, emotional, and eco-
nomic) well-being of their patients. It may be argued that failure by the
health care professional, through inadequate record keeping or otherwise,
to vigorously advocate on behalf of the legal entitlements of the patient
constitutes negligence, as an unintentional deviation from an acceptable
standard of care or even as intentional abandonment of a patient in need.
The health care professional's noncKnical fiduciary duties are, if anything,
more compelling in the case of older patients, who often are in most imme-
diate need of the legal, social, emotional, and economic advocacy that
health care professionals are in a position to provide.

Medical records also are put to legal use as part of utilization review
(UE) and quality assurance (QA) programs. In both fee-for-service and
prepaid contexts, public and private third-party payment for health ser-
vices is generally tied, at least in the institutional context, to the existence
and operation of effective UR and QA programs that purport to carefully
scrutinize and ensure the appropriateness, necessity, and quality of the
health care delivered (see Chapter 5). These programs depend almost
exclusively, at least in the first instance, on a review of the medical records,
which will be judged on their face to either justify or not justify claimed
financial payment for services rendered or expected to be rendered. As
managed care increasingly dominates the health care marketplace, pres-
sure on health care professionals to produce the type of medical record
that can pass UR and QA muster and thus support a claim of cost-effective
care will mount. This is especially true for older patients, in light of
Medicare's prospective payment system (PPS) computed according to the
diagnosis related groups (DRGs) into which older hospitalized patients
fall and the movement of older patients into managed care.

Finally, medical records constitute an essential element of evidence
in disputes between the patient and the health care professional over the



46 Geriatrics and the Law

propriety and amount of professional fees billed. In such unfortunate cir-
cumstances, the medical record is the best means of establishing exactly
what care was provided and why,

The significance of medical records as evidence for these and other
types of legal purposes lies mainly in the psychological aura that our soci-
ety tends to attach to the written word, A tangible document generally
delivers an extremely persuasive impact on the minds of lay (in the sense
of nonmedically educated) judges and juries who examine and evaluate
the circumstances and quality of health care after the fact. The written
record is also accorded great weight on the part of government and private
reviewers who do have health care backgrounds. The general presump-
tion in legal review is, realistically, as follows: If it is written, then it
happened; if it is not written, then it did not happen. Poor, sloppy, incom-
plete records inevitably raise a red flag and create the inference, whether
grounded in fact or not, of poor, sloppy, incomplete health care.

RESPONSIBILITY FOR RECORD KEEPING

Specific directions identifying who is responsible for various aspects of
medical record keeping should be found in the internal bylaws and operat-
ing policies and procedures of a health care office or facility. The health care
professional functioning in any organized setting should be thoroughly
familiar with any applicable internal rules fixing documentation respon-
sibilities. A missing or incomplete record creates a rebuttable adverse pre-
sumption about the quality of care given (DeLaughter v, Lawrence County
Hospital, 1992).

As a general operational principle, responsibility for documentation
falls on the health care professional who has made the observation, done
the test, or rendered the treatment that is to be documented. In other
words, documentation should be based upon the documenter's firsthand,
direct knowledge. For example, surgical notes would be written by the
chief surgeon, nursing notes by each nurse involved in patient care
(Weiler, 1994), consulting reports by the consultant, and so on. The same
principle applies regardless of the type or size of practice setting.

As a practical matter, the growing trend toward a team approach
means that many patients, particularly those being diagnosed and treated
on an inpatient (acute or long-term) basis, will have a multitude of dif-
ferent health care professionals contributing to the written record. This is
especially true for geriatric patients, who are more likely to possess a
wider variety of related and unrelated medical and nonmedical problems
and who thus are likely to receive the attention of more different mem-
bers of the health care team. Due to this multiplicity of actors involved in
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providing and documenting geriatric patient care, good practice compels
the professional to read regularly and carefully the record entries of all
other team members in order to stay abreast of the entire clinical and
social picture describing each patient.

Documentation responsibilities cannot be delegated away as, for exam-
ple, from the physician to the nurse. Each health care professional is liable
for documenting personal observations, impressions, and actions. Although
oral orders are permissible when necessary, they must be verified as soon as
possible afterward by a written record notation. In situations requiring
countersigning of record entries (such as when the attending physician
countersigns notes made by medical students or physician's assistants), the
individual who countersigns thereby assumes legal responsibility for the
content of that notation. This means that record entries should be scruti-
nized and, if necessary, amended before they are countersigned.

GUIDELINES FOR DOCUMENTATION

Medical records generally are admissible as evidence in legal proceed-
ings under the business records exception to the rule against hearsay.
That is, medical records ordinarily are deemed accurate and reliable
because they are made in the regular course of business (patient care),
contemporaneous with the occurrence of the matters reported, by per-
sons with direct knowledge of the facts being documented. To the extent
that records do not satisfy these conditions, less reliance is placed on
them, frequently to the detriment of the health care professional who
depends on those records to justify a course of conduct (Burnum, 1989;
Marks, 1989).

The form of record keeping will vary depending on practice setting,
JCAHO standards and state facility and agency licensing statutes describe
with some particularity record-keeping requirements in hospitals, home
care, and nursing homes. Other types of health care settings have wide
latitude to style their own form of record keeping through design of inter-
nal policies and procedures. One popular form of record keeping is the
"problem-oriented" medical record, although this format has some detrac-
tors (Donnelly & Brauner, 1992). The following general "do's and don'ts"
for documentation are advisable regardless of the type of setting in which
health care is delivered.

First, written patient records must be accurate and truthful. It is pre-
sumed that the care rendered will be of high quality; if this is not the case,
falsifying records will only further injure both the patient and the legal
position of the health care professional. Given scientific advances in
the forensic specialty of questioned document analysis and the greater



Geriatrics and the Law

unwillingness of modern health care team members to "cover up" for
their colleagues' misdeeds, it is increasingly unlikely that an attempt to
falsely alter a medical record will go permanently undiscovered. Proof of
such an attempt could subject the health care professional to potential
federal and state criminal fraud prosecution, licensure disciplinary action,
insurance termination (Mirkin v. Medical Mutual, 1990), and civil liability
to the patient for improper care or fraud (Moskovitz v. Mt. Sinai Medical
Center, 1994), These adverse legal consequences are in addition to the
obvious ethical problems raised concerning deception and dishonesty
toward the patient and the public to whom the health care professional
owes an obligation of fidelity (Prosser, 1992),

Second, documentation of care should be thorough and complete.
This does not require the writing of a full-length treatise for each patient
encounter. I merely emphasize the lay (i.e., judge and jury) perception that
if a fact is not included in the record, then it probably didn't happen. Par-
tial record keeping implies partial health care (University of Texas Medical
Branch at Galveston v. York, 1991).

Third, medical records must be legible. Abbreviations should be used
sparingly and judiciously and only according to a facility's approved list.
Incomprehensible medical notations may have a place in cocktail party
banter but not in the actual delivery of health care. Sloppiness in docu-
mentation creates a presumption of sloppiness in patient care and of the
health care professional's need to hide or obscure certain facts about his or
her conduct. Additionally, considerable amounts of valuable time are lost
when another member of the health care team (usually a nurse or phar-
macist) must doublecheck the meaning of a written entry or order because
it is illegible (Kozak, Dittus, Smith, Fitzgerald, & Langfeld, 1994). Worse
yet, an illegible but unchecked order may result in a misunderstanding
and improper care being rendered.

According to a 1994 AMA report, medication error secondary to mis-
interpreted physicians' prescriptions was the second most prevalent and
expensive claim in 90,000 malpractice claims over a period of 7 years. In
1994, the average indemnity payment for the 393 most recent medication
error claims was $120,722, with a range of $5,000 to $2,2 million per claim
(Cabnd, 1997).

Fourth, documentation must be timely. Because the health care pro-
fessional's memory naturally fades over time, notes that are made near or
at the time of the event are likely to be most accurate. Further, contem-
poraneous entries create a more favorable overall impression of the total-
ity of patient care. Specific time limitations for updating medical records
are established by Medicare regulations (currently 15 days from patient
discharge), JCAHO standards, and internal organizational bylaws. The
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health care professional should be familiar with specifically applicable
time limits but should consider them a maximum time frame to be bet-
tered whenever possible.

Fifth, one must not overcorrect mistakes that are entered into a med-
ical record. Corrections must be obvious and legible, consisting of a single
line drawn through the otherwise readable error, with the correction writ-
ten above the error, signed, and dated. White-outs, erasures, total obliter-
ations, and destruction of complete pages create an inference of secrecy
that can seriously undermine the health care professional's credibility,
and they are highly inadvisable. What to a health care professional might
seem innocent neatness, to an attorney, judge, or jury might be considered
destruction of relevant evidence,

Finally, a patient's medical record is no place for jousting with or edi-
torializing about the patient, family, facility, or other health care profes-
sionals (Hirsh, 1998b). Every entry in a record should serve a legitimate
patient care purpose. Thus, appropriate notations consist of objective
observations and reports and clinically significant impressions. These
items should be expressed in a value-neutral, nonjudgmental manner.
Frustrations and other subjective emotions should be indulged through
other, more appropriate, forums. The importance of possessing a wide
working vocabulary is an asset often overlooked by many health care
professionals.

Medical records should be physically retained by the health care pro-
fessional or facility for as long a period of time as possible in a secure
storage place (Harris & Thai, 1991). In this modern era of microfilm and
microfiche, it is easily feasible to maintain records for at least as long as the
health care professional is in practice or the health care organization is in
existence. In the rare situation where space or cost limitations would make
this prohibitive, records should be retained at least past the jurisdiction's
applicable statutory minimum, which in most states is around 7-10 years
from the last patient contact. Medicare requires that records be kept for
at least 5 years, 42 C.F.R. §482.24(b)(l). The statute of limitations for med-
ical malpractice negligence actions (generally 1 or 2 years but sometimes
longer) provides no guidance in this matter. In most jurisdictions, the
statute of limitations does not begin to run until the patient discovers (or
should have discovered) the existence of an injury, even when this is
substantially later than the health care professional's alleged substandard
act or omission. Of particular relevance to geriatric practice, a patient's
medical records should not automatically be discarded at the time of the
patient's death, because many of the legal rights that are dependent on
those records may become exercisable by the patient's surviving relatives
or other designated persons.
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PARTICULAR PROBLEM AREAS
IN DOCUMENTATION

Although proper documentation is essential throughout the entire spec-
trum of patient care, there are certain areas where it takes on added impor-
tance. Several of these "red flag" areas involve significant numbers of
older patients.

Informed Consent

If a patient (or legal surrogate) either gives or withholds informed consent
for a recommended medical intervention, complete and accurate docu-
mentation is imperative in establishing that the legally necessary process
of professional/patient communication preceded the patient's decision
and that the patient acted voluntarily and competently. If these three con-
ditions of legally effective consent or refusal are not sufficiently spelled
out in the patient's written record, an after-the-fact reviewer may find that
they were not present.

The clinical and legal significance of formal, written consent forms for
medical interventions that are invasive, risky, or experimental is discussed
at length in Chapter 3.1 emphasize again that the form's value, from both
a clinical and legal perspective, depends entirely on the degree to which it
accurately reflects the facts it contains. It must be a health care profes-
sional's standard practice to actually do what the form says has been done.
The written form serves an adjunct function, embodying the process of
dialogue and interaction but never substituting for the process. The AMA
(1991) has produced an excellent volume on this topic, with an array of
model consent forms for various situations.

In addition to using a written form for medical interventions requir-
ing express consent, the health care professional also should document
directly on the patient's medical chart those facts establishing the volun-
tary, competent, and informed nature of consent or refusal. The advisable
volume of such a note depends upon the particular circumstances. Usu-
ally, a substantive but brief summary statement is sufficient. If, however,
the intervention itself is especially risky or invasive, it may be wise to err
on the side of a more elaborate written description of the facts surround-
ing consent or refusal. Similarly, greater detail in the written note is advis-
able when the health care professional senses, based on prior general or
specific experience, that the particular patient or family is of a type that is
likely later to raise questions concerning the appropriateness of the pro-
fessional's conduct, particularly if the results of intervention are unsuc-
cessful. Some health care professionals follow the practice of having
consent-related conversations with patients witnessed in the record by a
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third party (such as a nurse) and/or requesting the patient to initial the
chart entry. There are even reports of videotaping (with the patient's per-
mission) and storing professional/patient consent conferences.

All of these practices are legally permissible. The extent to which pre-
cautions of this sort are advisable depends on the degree to which one is
willing to tolerate certain legal asks as a matter of delivering health care.

If a patient's consent or refusal is exclusively oral and not embodied in
a written document signed by the patient, the medical charting described in
the preceding paragraph takes on, if anything, added importance. The
chart entries in that situation constitute the only tangible evidence regard-
ing the voluntariness, competency, and knowledge basis of the patient's
decision. Absence of such documentation may lead to a conclusion that
informed consent failed to occur.

As was noted in Chapter 3, older persons are disproportionate recipi-
ents of drug prescriptions and run a disproportionately high risk of adverse
reactions. It is essential that the health care professional disclose to the
patient adequate information regarding the risks of and reasonable alter-
natives to pharmaceutical interventions proposed and that the particulars
of that disclosure be fully reflected in the medical chart. The chart should
also show the health care professional's conscientious efforts to monitor the
patient for indications of adverse drug reactions. In 1997, the voluntary
organization National Council on Patient Information and Education
(NCPIE) began art implementation strategy for its "Action Plan for the Pro-
vision of Useful Prescription Medicine Information" (MedGuide).

Chapter 3 details several recognized exceptions to the general legal
requirement of express patient consent to an invasive or risky medical
intervention. If the health care professional elects to dispense with patient
consent on the basis of (1) a legally required intervention, (2) an emer-
gency, (3) patient waiver of the right to consent, (4) therapeutic privilege,
or (5) the risk being one of common knowledge, the written medical
record should include a thorough, explicit statement of the circumstances
on which the claimed exception is founded.

One of the most difficult situations in the consent context arises when
a patient leaves a health care facility or agency "against medical advice"
(AMA). Competent older individuals sometimes avail themselves of this
right, although at a much lower rate than do younger patients (Long &
Marin, 1982). At the time of treatment refusal, the patient should diplo-
matically but forcefully be requested to sign a form indicating that the
potential adverse consequences of treatment refusal have been fully
explained and releasing the provider and any associated health care pro-
fessionals from potential legal liability flowing from injuries sustained as
a direct result of treatment refusal. If the patient declines to sign such a
form, that action itself should be recorded in the medical chart, along with
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a description of the health care professional's efforts to dissuade the
patient from leaving treatment AMA.

Treatment Abatement

Decisions to withhold or withdraw medical treatment are discussed in
Chapter 11. The wishes of the patient (if ascertainable), any formal proxy,
the family, and significant others should all be recorded. The judgments of
involved health care professionals, as well as their underlying reasoning,
should be fully and candidly documented, as well as any attempts to
change the minds of patient, proxy, or family. Honesty and openness in
record keeping in this sphere is the professional's best defense against
subsequent allegations of negligence or malevolent intent. Failure to put
decisions and orders in writing not only fails to protect the health care pro-
fessional but invites inappropriate action by other team members based on
the mixed and confused signals that are emitted. Failure to clearly and
convincingly document patient wishes may deprive the patient of the
right to have those wishes carried out,

The point needs to be underscored in the case of "No Code" or "Do
Not Resuscitate" (DNR) orders. The American Medical Association
(Council on Ethical and Judicial Affairs, 1991) and other relevant groups
(e.g., Choice in Dying, 1995) have carefully considered this issue and
strongly endorsed policies mandating that "No Codes" be written directly
by the attending physician in the patient's medical record. A written order
serves to explain and justify the decision to withhold resuscitation and to
avoid confusion and consequent improper action by other members
of the health care team. Nurses and other team members are well advised
to initiate and continue resuscitative efforts in the absence of a clear,
recorded directive from the attending physician. JCAHO hospital accred-
itation standards, as well as statutes in New York (Pollack, 1996} and sev-
eral other states, now require that DNR orders be written in the patient's
chart. The medical chart entry should contain the order itself, an enumera-
tion of persons consulted, names of those who concurred in the decision,
and the clinical facts and impressions supporting the order. The more spe-
cific the order, the less is the likelihood of errors in patient care (Mittel-
berger, Lo, Martin, & Uhlmann, 1993).

Elder Abuse

In Chapter 7,1 deal with the role of the health care professional in identify-
ing and reporting evidence of elder abuse. It is vital, for both the physical
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and emotional well-being of the older patient and the legal protection of the
health care professional, that the patient's medical record contain complete
and accurate documentation of all observations and impressions upon
which a reasonable suspicion of elder abuse is or should be based. The
chart should indicate all actions taken by the health care professional in
response to this suspicion. Adequate charting in this area will help to make
needed social interventions available to the victim and to safeguard the
health care professional from subsequent charges of either hastiness or tar-
diness in reporting to authorities a suspected case of elder abuse (Quinn &
Tomita, 1997).

Older patients may also present for health care with other types of
reportable conditions, such as criminally inflicted wounds or communi-
cable diseases. The health care professional must be aware of his or her
jurisdiction's specific list of medical conditions triggering mandatory or
voluntary reporting and should thoroughly document clinical observa-
tions and impressions derived from contact with a patient suspected of
presenting such a condition.

Emergencies

Health care often is sought by and for older individuals on an emergency
basis. In such cases, the volume of patients seen, the acute nature of each
patient's condition, and the constricted time span of the professional/
patient relationship combine to emphasize the importance of entering
notes as contemporaneously as possible to the occurrence of the matters
recorded. A separate chart should be created for every person presenting
for emergency care. All relevant patient information, including vital signs,
should appear in that single chart. Responsibility for record keeping in the
emergency context resides, as it does more generally, with the health care
professional making the observation or diagnosis or ordering or adminis-
tering the treatment.

It is important to document how the patient arrived in the emer-
gency room (alone, with family or friends, by ambulance, by private
automobile driven by the patient, and so on). If no care is medically indi-
cated or care is given on an outpatient (nonadmitted) basis only, the
record should explain why that course was chosen. The health care pro-
fessional should indicate the patient's condition when emergency care
was terminated and in whose care the patient was left, to show that no
abandonment took place. The record also should reflect communication
between the emergency health care professional and the patient's per-
sonal physician, if any. If the patient is not admitted, follow-up instruc-
tions provided to the patient and family or friends should be recorded.
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Any consents to or refusals of medical intervention should, as explained
earlier, be carefully documented,

PATIENT ACCESS TO RECORDS

The tangible pieces of paper, films, and charts comprising a patient's med-
ical record are the legal property of the health care professional (in the case
of a private practice) or institution or agency that created those tangible
documents. The original versions of those documents need never and
should never, be relinquished to the patient or to anyone else, absent a
specific court order.

However, as a growing number of recipients of health care services,
often including the elderly, demand increased participation in the totality
of their own clinical care, issues have arisen concerning the patient's right
to access to the information that is contained in those tangible documents.
The strong and steady trend is toward a broad legal expansion of this
access right.

Patients treated in federal health care facilities (such as those operated
by the Departments of Veterans Affairs and Defense) may seek and obtain
access to the information in their own medical records under the author-
ity of the Federal Privacy Act, enacted in 1977. State legislation (in about
half the states) and judicial decisions (Pierce v. Penman, 1986; In the Matter
ofGerkin, 1980) have made records available in a growing number of juris-
dictions to patients receiving care in a variety of state, municipal, non-
profit, and proprietary health care settings. The health care professional
must be aware of specific legal provisions for patient access to records that
are applicable to his or her own practice. The professional must also know
about any exceptions (such as for psychiatric notations or therapeutically
privileged comments) or special procedures (such as the mandatory
involvement of a third-party buffer [e.g., an attorneyj or permission for the
provider to supply a summary rather than an exact copy of the record) that
are recognized in those legal provisions. The health care professional must
also consider voluntary guidelines, like the JCAHO standards or the AHA
Patients' Bill of Rights, that support broad patient access to information
about their own health care. Ultimately, almost any modern patient who
strongly enough desires access to the medical record can satisfy that wish
through the institution of litigation, and that avenue will continue and
enlarge in the coming years.

The expanded access-to-information phenomenon has not been
greeted with unanimous approval by the clinical community. Some have
argued that record requests are generally symptomatic of mistrust and
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an expression of adversary professional/patient relations. This attitude
is overly defensive and counterproductive. The better view is that patient
access to the medical record can have a valuable salutary effect on
patient satisfaction and the quality of the professional/patient relation-
ship (McLaren, 1991).

The key determinant of the actual effect of patient access lies in the
quality of the reaction of the health care professional to the patient's
request to examine the record. If the professional interprets the request as
a challenge to the clinician's authority and reacts with suspicion and dis-
trust, it is often this reaction (rather than the patient's request itself) that
risks engendering or exacerbating tension between the professional and
the patient. The professional's anxiety and imagination about an adver-
sarial relationship can easily develop into a self-fulfilling prophecy. On the
other hand, a patient's request for access to the medical record may rea-
sonably be interpreted as (1) a dissatisfaction with the level and character
of the communication with the professional and/or (2) a sincere curiosity
about and desire to more actively participate in monitoring the course of
care being provided. In either event, the health care professional can and
should take this as a signal to convert the patient's request into an impor-
tant opportunity to enhance communication and to strengthen the nature
of the relationship. It is a chance to encourage greater mutual trust and
understanding, to exploit (in the positive sense) the role of the patient as
full partner in the relationship.

Converting a potentially adversarial action into a beneficial aspect of
patient care will take some attention and effort, as well as a mature and
flexible attitude, on the part of both patient and health care professional.
This may be particularly challenging when dealing with older patients, for
whom effectively achieving meaningful comprehension of frequently
complex facts and considerations may be difficult, especially in light of
often well-settled values and viewpoints. As explained in Chapter 3, nur-
turing a full relationship with the older patient may call for extreme
patience, creativity, and perseverance by the health care professional. As I
argued there, such extra effort can, in the vast majority of cases, yield suc-
cessful results that are well worth the professional's energies. Supplying
desired access to information via the written medical record in a tolerant,
understanding, sympathetic manner is one significant means of bettering
the larger professional/patient dialogue and, consequently, the entirety of
the relationship.

Once a patient has died, in most states the release of medical records
is controlled by the decedent's personal representative, executor, execu-
trix, or administrator. Some states also allow the spouse of the decedent to
access medical information. Although the Uniform Probate Code (UPC),
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section 3.703 (General Duties of Personal Representative) is silent on the
issue of disclosure, the accompanying comments to that section imply that
access to medical records is within the scope of the personal representa-
tive's authority.

CONFIDENTIALITY

In the course of performing their professional activities, health care pro-
fessionals consistently and unavoidably come into contact with very
personal, intimate information about their older patients. This knowledge
of personal patient information imposes certain duties of confidentiality
upon the health care professional Fulfilling these duties can, in specific
factual situations, raise substantial legal and ethical questions. The con-
fidentiality obligations and concomitant legal and ethical consequences
will become ever more complex and challenging as medical records are
increasingly computerized (Frasca, 1996; Reed, 1994; Rind et al., 1997;
Sweeney, 1997; U.S. Congress, Office of Technology Assessment, 1993;
Waller & Fulton, 1993).

As a general legal and ethical precept, health care professionals have
the duty to hold in confidence all personal patient information entrusted
to them, and the patient has a right to expect the fulfillment of that duty
(Annas, 1989). Ethically, confidentiality finds its origins as far back as
the Hippocratic Oath and as currently as the latest version of the AMA's
Principles of Medical Ethics. This broad ethical standard has been given
legally enforceable status through numerous civil damage suits (Weis-
man, 1990) and by being embodied in most, if not all, state professional
practice acts and implementing regulations. These laws provide that vio-
lation of the duty of confidentiality is a potential ground for revoking,
denying, or suspending a professional's license to practice in his or her
field of health care.

There are several foundations for this general rule. First, there are
reasons based upon the bad consequences that would result from the fail-
ure to maintain patient confidences. Confidential treatment of patient dis-
closures and records is essential for continued trust and confidence in the
health professions by the patient. If the patient fears communicating can-
didly and completely, proper care is jeopardized.

A second negative consequence of disregarding confidentiality is to
make the patient more like an object of scrutiny than a person, to quali-
tatively set the patient apart from the caregiver. This would reinforce
the paternalism and manipulation that has been all too often a part of
the relationship between patients (especially older patients) and health care
professionals.
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Besides these arguments based on adverse consequences, there are
certain ethical principles that, regardless of actual consequences, support
the basic confidentiality requirement. These principles rest upon two fac-
tors: (1) the nature of the information itself that the patient communicates
to the health care professional; and (2) the setting of the communication,
that is, the fact that the communication occurs in the course of a patient/
health care professional relationship,

Certain kinds of personal information are by their nature private. In
our culture, most people regard much, if not all, information about the
state of their bodies (and minds) as the kind of information that ought to
be kept largely under their own control (Chapman, 1997). Thus, the
generic right to privacy that each individual enjoys encompasses within its
boundaries the confidentiality of health records and disclosures. This right
is particularly important to older individuals who, as the products of a
precomputer, pre-mass communication age, often assign an even higher
value to personal privacy than do members of younger generations. Cor-
responding with this right of privacy is a generic duty of respect on the
part of the health care professional. The professional's obligation to main-
tain a patient's confidence, under this theory, is merely a specific appli-
cation of the duty of individuals generally to refrain from invading the
privacy zone of others.

Aside from the kind of information involved, the setting of the com-
munication can establish the predicate for imposing a duty of confiden-
tiality. The context of patient/health care professional communication
creates a two-pronged type of relationship, giving rise to the confidential-
ity requirement.

One prong of this relationship is contractual. The patient and health
care professional make a series of reciprocal promises to each other as
conditions of the relationship. Included is a promise, almost always
implied rather than spoken, that information shared within the patient/
professional relationship is confidential and that the professional will not
disclose it without the patient's permission unless required to do so by
law. The professional's implicit promise engenders reasonable under-
standings and expectations on the part of the patient (especially the trust-
ing, deferential older patient) that the health care professional in turn must
respect. In this sense, the principle of confidentiality in health care law and
ethics is really a specific instance of the principle of promise keeping in
law and ethics in general.

The older patient's reasonable expectation of privacy and the health
care professional's concomitant duty of confidentiality apply with
regard to all members of the health care team who are involved with a
specific patient. This reflects the fact that the provision of health care is
considerably more complex and institutionalized than any simple single
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professional/patient account would suggest, but it does not cause the
contract model to break down. The patient generally makes an agree-
ment with a single professional or organization, and that agreement
ordinarily is to have a complex of services performed by a variety of
members of a health care team. All professional team members are indi-
rectly parties to the agreement and become committed to it by contract-
ing with the employing professional or organization to perform certain
patient care roles.

The second prong giving rise to the health care professional's con-
fidentiality duty is the fiduciary, or trust, nature of the professional/
patient relationship. This is the understanding and expectation within
the professional/patient relationship that the health care professional
will, with limited exceptions, act so as to maximally promote the best
interests of the patient. This patient expectation and attendant profes-
sional obligation stem from the tremendous differential in power that
exists between the parties to the relationship. On one hand, the patient
(especially when old and ill) feels an extreme vulnerability and appre-
hension, an incapacity to provide for herself the care that is perceived to
be needed, and a very limited capability to evaluate whether a proposed
course of treatment and care is in fact advisable. On the other hand, the
health care professional's vastly superior expertise and experience make
the professional seem omniscient and omnipotent by comparison. The
only way to redress this power imbalance is to impose upon the health
care professional fiduciary or trust kinds of duties, including that of
keeping a patient's confidences.

A health care professional's violation of the duty of confidentiality is
exacerbated legally when the unauthorized disclosure is both false and
injurious to the patient's reputation in the community. In such a case, the
patient could bring a civil action against the professional for the tort of
defamation (libel if written, slander if spoken). Additionally, repeating to
another a false and injurious claim uttered by a patient about a third per-
son could also make the health care professional legally liable to that third
party. Particularly with sensitive and potentially harmful information,
then, extreme discretion is in order.

The preceding exploration of general rules regarding confidentiality
is helpful as far as it goes. The problem is that, although such general
proclamations often express admirable moral sentiments and legal princi-
ples, they can rarely be applied directly to concrete situations without the
aid of further moral reasoning and legal analysis.

The difficulty in many situations is that the health care profes-
sional's duty to maintain the disclosures and records of the patient is not
an absolute, immutable obligation. The fact that a duty is not absolute
does not imply that it fails to occupy an important, even central, place in
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moral reasoning and legal status. But when a duty is only prima facie, or
presumptively applicable, rather than absolute or always applicable, one
must consider whether there are relevant factors present that justify or
even compel that the prima facie obligation be overridden in a particular
case (Jonsen, Siegler, & Winslade, 1998). Stating general rules is much
easier than identifying and applying possible exceptions to them.

First a patient may waive, or give up, the right to confidentiality, as
long as this is done in a voluntary, competent, and informed manner. This
is accomplished daily in the health care area to make information available
to third-party payers (insurers, such as Medicare, and managed care
organizations [MCOs]), quality of care evaluators and auditors, and other
public and private entities, including the patient's legal representative.
The health care professional has an affirmative obligation to cooperate
fully in the patient-requested release and transfer of medical information,
(See Chapter 13 regarding health care professional/attorney cooperation
on behalf of the older patient/client.) Failure to transfer information in a
timely fashion at the patient's request may jeopardize the continuity and
effectiveness of patient care. The patient's informed, voluntary waiver of
the confidentiality right and request for release of information should be
honored only when it has been thoroughly documented in writing. Fur-
ther, the identity and legitimate authority of the record seeker should be
satisfactorily verified.

Many older patients implicitly or explicitly approve the sharing of
information about them with involved family members. Although such
permission should not be taken for granted (Benson & Britten, 1996), it
should be respected when borne out by the situation (Kapp, 1991a, 1991b;
Petrila & Sadoff, 1992).

Second, when the rights of innocent third parties are jeopardized, the
general requirement of confidentiality may yield. For instance, the
expressed threat of a dangerous psychiatric patient to kill a specific victim,
coupled with the patient's apparent present ability and intent to make
good on the threat, should be reported to the victim and to law enforce-
ment officials in a timely fashion.

Third, the patient's expectation of confidentiality must yield when the
health care professional is mandated or permitted by state law to report to
specified public health authorities the existence of certain enumerated con-
ditions suspected in their patients. The health care professional should be
familiar with the content of mandatory and voluntary reporting statutes
and regulations in force in his or her own jurisdiction. Such provisions may
be based on the state's inherent police power to protect and promote the
health, safety, and welfare of society as a whole. This rationale would sup-
port, for example, reporting requirements concerning infectious diseases,
occupational diseases, or vital statistics (such as death).
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As the number of older drivers has risen, there is increasing concern
(Underwood, 1992) about the impact of age-related neurodegenerative ill-
ness and sensory impairments on driving. Most states have very lax stan-
dards for renewing a driver's license (Bodnar, 1994). The decision to stop
driving may develop into an area of tension between patient and physi-
cian, if informal and noncoercive attempts at persuasion fail to bring about
voluntary abstention from the roads. "Physicians are not responsible for
revoking driving privileges, but they must be knowledgeable of medical-
condition reporting requirements" (Martinez, 1995). States differ in the
ways that they treat dementia in this respect (Reuben, 1991). Only a few
have statutes that expressly mandate physicians to report impaired drivers
to public authorities (Reuben & St. George, 1996). Even in the absence of a
mandatory reporting statute, some physicians have been held civilly liable
when they should have foreseen a patient's dangerous driving but did
nothing to prevent it and the patient than harmed an innocent third party
in a motor vehicle accident (Weintraub, 1996). Further, physicians should
inform driving-impaired patients of their own legal responsibility to notify
the state concerning their impairment (Potamitis et al, 1994).

Alternatively to the police power, reporting of certain conditions
may be mandated or allowed under the state's parens patriae power to
beneficently protect those individuals who are unable and unwilling
to care for their own needs. Mandatory and permissible reporting of elder
abuse (see Chapter 7) and other forms of suspected violence are justified
on this ground.

Finally, health care professionals may be compelled to reveal other-
wise confidential patient information by the force of legal process, that is,
by a judge's issuance of a court order requiring such release. This is a pos-
sibility in any type of lawsuit in which the patient's physical or mental
condition is an issue in dispute. It is important to distinguish here between
a subpoena and a court order.

A subpoena is a directive from the clerk of a court to appear at a spec-
ified time and place for the purpose of giving sworn testimony. A sub-
poena duces tecum directs one to bring certain identified tangible items,
such as medical records, at the time of testimony. A subpoena may never be
safely ignored, but it may be challenged legally before compliance is
required. When a health care professional is served with a subpoena (i.e.,
the subpoena is personally delivered to him or her), the concerned patient
should be notified immediately and given the opportunity to ask a judge to
quash the subpoena for requesting privileged information or on some other
legal ground. The statutory health care professional/patient testimonial
privilege, which is one aspect of the larger concept of confidentiality, varies
substantially in its specifics (in terms of types of parties and information
covered, as well as recognized exceptions) among jurisdictions. It is only if
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the patient declines to challenge the subpoena or the judge rejects the chal-
lenge and orders disclosure over the patient's objection that the health care
professional is obligated to comply (Rost v. Board of Psychology, 1995), Non-
compliance with a judge's order constitutes contempt of court and is crim-
inally and civilly punishable.

It should be noted that patient medical information concerning alco-
hol or narcotic dependency or treatment is specifically protected by fed-
eral law against unauthorized disclosure. This extra legal caution reflects
a recognition of the extremely sensitive nature of this kind of infor-
mation and the serious potential deleterious effects of its inappropriate
revelation. Firm criminal and civil sanctions may be imposed for im-
proper release of such information. Alcoholism and drug addiction
afflict not insubstantial numbers of older patients (Skodol, Shaffer, &
Gurland, 1997), and health care professionals involved in the care of
these individuals should be well acquainted with federal provisions con-
cerning confidentiality.

Another huge area in which questions pertaining to confidentiality of
medical records are especially vexing is the emerging one of presympto-
matic genetic testing for Alzheimer's disease and other dementias and dis-
orders (Berry, 1997), There is valid anxiety that unauthorized transmittal
of genetic test results may foster discrimination against certain individ-
uals, particularly regarding employment and various forms of insurance
coverage (Kapp, 1996e; National Institute on Aging/Alzheimer's Associa-
tion Working Group, 1996; Post et al., 1997). Consequently, particular vig-
ilance must be exercised in the handling of genetic test information to
protect against improper disclosure. As of late 1998, a plethora of bills
were pending on this subject, with the chief impediment to passage of
more stringent privacy protections being apprehension that onerous
requirements would stifle scientific progress in diagnosing and treating
genetic diseases.

The whole area of medical confidentiality is presently in a state of
flux (Turkington, 1997). On September 11,1997, the U.S. Department of
Health and Human Services (DHHS) submitted to Congress an 81-page
report entitled Confidentiality of Individually-Identifiable Health Information,
calling for a national set of standards to replace—or at least supplement—
the current patchwork of state and federal statutes, regulations, and judi-
cial rulings. At the time this chapter was written, that recommendation
was being hotly debated by health care providers, users of medical infor-
mation, and patient advocacy groups (Bates, 1997). The 1996 Health
Insurance Portability and Accountability Act (HIPAA), Public Law 104-
191, requires that DHHS take some action in terms of medical privacy
by February 21, 2000, if Congress had not passed suitable legislation by
August 21,1999.
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CONCLUSION

Information generated during the course of a relationship between a
health care professional and an older patient is clinically and legally
important to both the patient and the professional. This importance is
reflected in legal requirements concerning methods of documentation,
responsibility for documentation, patient access, and confidentiality.
Especially for the older individual, a complete, accurate medical record is,
in many respects, the story of that person's life and should be treated
accordingly.



Financing Health Care
for Older Persons

INTRODUCTION

Issues concerning the financing of health services are of vital importance
to both older individuals and health care professionals. For patients, an
adequate source of financing is essential to ensuring continued access to
necessary and appropriate services. For professionals, receiving adequate
and timely payment for services rendered to older patients is of obvious
pragmatic interest.

Until the past half century, health services for the elderly, as well as for
other segments of the population, were financed as a matter of personal or
family responsibility. The result, in many cases, was impaired access to
needed care for many older individuals lacking adequate personal fiscal
resources. Around the time of World War II, the third-party payment
mechanism, operating through private for-profit or nonprofit corporations
selling individual or group policies, arose and began to cover some older
persons among its insured parties. Since the mid-1960s, however, govern-
ments—federal and state—have assumed the clearly dominant role as finan-
cers of health services for the nation's older population.

This chapter is not intended to serve as a manual for health care pro-
fessionals to rely on in dealing with third-party fee-for-service payers
(public or private) and managed care organizations (MCOs) in attempting
to gain earned payment for services provided or prior approval for ser-
vices recommended. Despite the overwhelming complexity and the ever-
changing nature of specifics in the financing labyrinth, there are a number
of helpful resources available to the professional seeking practical assis-
tance. For aid with specific problems, expert individual legal and account-
ing advice always should be retained.

Rather, in this chapter, I am content to outline briefly some of the
most salient aspects of health care financing for older persons, with the
expectation that this introduction will enhance the capacity of health care
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professionals to advocate on behalf of their geriatric patients. It is part of
the professional's role to assist older patients to secure maximum enjoy-
ment of the rights and entitlements that public and private financing pro-
grams are supposed to provide.

FINANCING PROGRAMS

There are two primary government programs intended to provide older
individuals with access to and financing for personal medical care (DeLew,
1995). These are the Medicare (Iglehart, 1992) and Medicaid (Iglehart, 1993)
programs.

Medicare

Enacted by Congress in 1965 as part of President Lyndon Johnson's Great
Society initiative, Medicare (Title 18 of the Social Security Act, Health
Insurance for the Aged) is a completely federal program that is autho-
rized to reimburse health care providers for certain medical services for
almost all older persons, as well as for some categories of disabled per-
sons. In 1996, approximately 38 million people were covered. The Medi-
care program is divided into three sections. Part A (Hospital Insurance
[HI] Benefits) pays mainly for inpatient care in acute care hospitals,
skilled nursing facilities (NFs), and for hospice care. Funding for Medi-
care Part A comes from payroll taxes (Federal Insurance Contributions
Act, or PICA) paid into the federal HI trust account. Medicare Part B (Sup-
plementary Medical Insurance [SMI] Benefits) pays chiefly for physician-
related care and home health care. It also pays for the services of nurse
practitioners and physician's assistants when delivered in a nursing facil-
ity and under a physician's supervision. Part B also covers laboratory and
other diagnostic tests, as well as hospital outpatient services. Financing
for Part B comes from a combination of beneficiary-paid premiums and
general federal revenues.

As part of the Balanced Budget Act (BBA) of 1997, Public Law 105-33,
Congress created Medicare Part C, the Medicare+Choice Program (MCP).
Eligible Medicare beneficiaries may still remain in the traditional fee-for-
service programs under Parts A and B. However, they also have the option
of enrolling in MCP, which offers a menu of three basic possibilities:

1. Coordinated care plans offered by a traditional health maintenance
organization (HMO), a competitive medical plan (CMP), a preferred
provider organization (PPO), or the newly established provider spon-
sored organization (PSO).
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2. A Medical Savings Account (MSA) plan,
3, A MCP fee-for-service plan.

Each MCP plan, irrespective of type, receives a specified monthly pay-
ment from Medicare per enrollee.

The Medicare program presently is the major source of public fund-
ing for medical care of the aged in the United States. In 1995, total Part A
and Part B payments were $175 billion, about $4,800 per enrollee. An
astronomical increase in health spending for the aged is projected over
the next half-century as the population continues to age, especially in the
oldest cohorts,

Medicare beneficiaries still must pay deductibles and co-payments
directly out of pocket or through the out-of-pocket purchase of private
supplemental insurance policies (discussed below). Additionally, Medi-
care does not pay for nonsurgical dental care, outpatient prescription
drugs, eyeglasses, routine physical examinations, hearing aides, custo-
dial NF care, or skilled NF care beyond 100 lifetime days. Out-of-pocket
health expenditures vary substantially among older persons (Rubin &
Koelln, 1993). On average, though, out-of-pocket health spending for the
aged represents 21% of family income. In 1994, excluding the significant
health care costs of residents of NFs and other institutions, older Ameri-
cans' out-of-pocket costs on average exceeded $2,500 per person. In 1998,
prescription drug expenses alone averaged $500 out of pocket per
Medicare beneficiary.

Although enrollment in Part A is automatic for eligible beneficiaries,
participation in Medicare Part B requires payment of an annual premium.
In 1998, this premium rose to $525. By statute, the total amount of pre-
miums must be 25% of Part B program costs; hence, rising program costs
mean rising premium payments for individuals.

The Health Care Financing Administration (HCFA), in the federal
Department of Health and Human Services (DHHS), administers Medi-
care and establishes the policies under which the program operates (Hirsh,
1998a). For Part A, HCFA pays contractors, known as fiscal intermediaries
(FIs), to process claims. The contractors who review and process Part B
claims for the federal government are referred to as carriers.

The Medicare Catastrophic Coverage Act (MCCA), Public Law No.
100-360 passed by Congress in 1988, would have substantially expanded
Medicare coverage for certain health care services and products, such as
prescription drugs. However, because of unhappiness among most older
citizens about the additional Part B premiums that this legislation would
have imposed and its failure to address long-term care expenses ade-
quately, Congress repealed the Medicare portions of this Act the following
year (Public Law 101-234).
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The methodology for federal payment to hospitals under Medicare
underwent revolutionary change beginning in 1983. Under the authority
of the Tax Equity and Fiscal Responsibility Act (TEFRA) of 1982, DHHS
began in 1983 to move away from the retrospective, cost-based reim-
bursement system that had characterized federal payments for inpatient
hospital care since the inception of Medicare. Today, a prospective pay-
ment system (PPS) sets predetermined payment amounts for each patient
discharge through the use of diagnosis related groups (DRGs). Patients
are classified into 23 major diagnostic categories (MDCs), which are
based on the human body systems. The MDCs are further divided by
other factors to ensure clinical and resource homogeneity within groups.
Among these factors are diagnostic or surgical procedures, other clinical
information, and patient characteristics. This results in nearly 500 indi-
vidual DRGs.

Each DRG is assigned a weight, indicating the relative amount of
resources usually used to treat a patient assigned to the DRG. The DRG
weights are constructed so that they average 1.0 across hospitals. The
payment to a hospital for a specific patient is determined by multiplying
the pertinent DRG weight by the standardized amount. Standardized
amounts were computed originally by determining the average amount
per case that Medicare would have paid for that patient's hospital care in
the absence of the new system, and then adjusting this amount for a vari-
ety of factors related to other public policy considerations.

Congress excluded several types of hospital costs from the PPS. For
example, payments for the direct costs of medical education and for capi-
tal costs continue to be based on cost reimbursement. Specialized hospitals
and units, such as psychiatric, long-term, children's, and rehabilitation,
were also originally excluded from the PPS system,

Although Congress made the PPS system of DRGs applicable only to
hospital payment for Medicare patients, a number of states have adopted
versions of a PPS system for paying hospitals under the states' respective
Medicaid programs (see below) as well. Additionally, several private
health insurers have implemented some form of PPS system for paying for
the inpatient services received by their policyholders.

Just as the advent of PPS through DRGs revolutionized hospital reim-
bursement methodology in the United States, the resource-based relative
value scale (RBRVS) system that began to be implemented in 1992 signifi-
cantly changed the way in which physicians are compensated for their
services to Medicare beneficiaries. This system was intended to reverse
some of the perverse behavioral incentives inherent in the traditional CPR
(customary, prevailing, or reasonable) rate-setting system, under which
Medicare's financial rewards encouraged excessive use of invasive, risky
technological procedures performed by subspecialists.
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The RBRVS system was developed under contract to HCFA by a
group of health services researchers at the Harvard School of Public Health
(Hsiao, Braun, Dunn, & Becker, 1988). Their project ranked physicians' ser-
vices according to the resource costs involved in providing them. Resource
costs were computed on the basis of the following factors: (1) the time and
intensity of the physician's effort in providing a service; (2) a practice
expense component that includes such overhead as office rent, salaries,
equipment, and supplies; and (3) a separate malpractice component that
reflects professional liability premium expenses. Congress enacted legisla-
tion based on this research as part of the Omnibus Budget Reconciliation
Act (OBRA) of 1989, Public Law 101-239. Specific elements of the RBRVS
system continue to undergo modification (Vladeck, 1996a).

Medicaid

The other primary government program subsidizing health care for older
persons is Medicaid, enacted in 1965 as Title 19 of the Social Security Act,
Grants to States for Medical Assistance Programs. Medicaid is a joint
federal-state scheme that pays health care professionals for rendering
certain enumerated medical services to specified groups of people who
satisfy a financial means test. Persons falling below a certain financial line
have "categorical" eligibility for Medicaid.

Under general federal guidelines, states set income and assets stan-
dards for cash assistance and Medicaid eligibility. Because there is con-
siderable variation in the coverage of optional groups and in income
standards across jurisdictions, the degree to which individual programs
cover the poverty population varies considerably.

Title 19 of the Social Security Act requires that every state Medicaid
program offer certain basic services: hospital inpatient and outpatient care,
laboratory and x-ray services, NF care, home health care for individuals eli-
gible for NF services, physicians' services, and other services of less imme-
diate concern to geriatrics. In addition, states may elect to include other
services under Medicaid coverage, such as prescription drugs, eyeglasses,
inpatient psychiatric care for the aged and persons under 21, physical ther-
apy, and dental care. States determine the amount, scope, and duration
of services they pay for; for example, they may limit the number of days of
covered hospital care or the number of covered physician visits.

Medicaid operates primarily as a vendor payment program. Pay-
ments are made directly to providers of service for care rendered to eligi-
ble patients. Methods for reimbursing physicians and hospitals vary
widely among states, but providers must accept the Medicaid reimburse-
ment level as payment in full. In NFs, persons are required to spend any
income in excess of their personal needs to help pay for their care. States



may require cost sharing by Medicaid recipients, but they may not require
the categorically needy to share costs for mandatory services,

A growing number of states have contracted with MCOs to provide
comprehensive medical services to Medicaid recipients. In some states,
recipients' participation in managed care is mandatory; in others it is a
strongly encouraged option.

Medicaid provides substantial funding for older individuals who
receive medical services not reimbursed under Medicare and who are not
financially able to pay for those services out of their own pockets. Under
the Qualified Medicare Beneficiary (QMB) program, states use the Medi-
caid program to pay the Medicare Part B premiums, as well as deductibles
and co-payments under Parts A and B, to purchase Medicare eligibility for
older persons who are eligible for both programs. Under the Specified
Low-Income Medicare Beneficiary (SLMB) program, states pay all or part
of an individual's Medicare Part B premium, but the individual remains
responsible for applicable deductibles and co-payments. The greatest
Medicaid expenditures (over 35% ) for the aged come in the area of
institutional long-term care, specifically for placement in NFs (Spillman
& Kemper, 1995). Medicaid accounts for about half of all NF payments,
covering two thirds of all NF residents (Levit et alv 1996).

Prior to August 21,1996, Congress had established civil penalties for
those people improperly transferring or divesting assets in order to qual-
ify for Medicaid when admitted to an NF. Under the Medicaid law, there
is a defined period of time (the "look back" period) during which a trans-
fer of assets (e.g., giving money to a child or grandchild) results in a period
of ineligibility for Medicaid payment of NF care (or care provided under a
home and community-based waiver program, 42 U.S.C. §1396p(c)) (Wies-
ner, 1995). For most transfers, the look-back period is the 36 months prior
to application for Medicaid coverage; for certain trusts, it is 60 months
prior to application.

When the 1996 Health Insurance Portability and Accountability Act
(HIPAA), Public Law 104-191, became law, it exposed to criminal pun-
ishment for fraud or abuse anyone who "knowingly and willfully dis-
poses of assets (including by any transfer in trust) in order for an
individual to become eligible for medical assistance under [Medicaid], if
disposing of the assets results in the imposition of a period of ineligibility
for such assistance." This provision quickly became popularly known as
the "Granny goes to jail" law. In the 1997 BBA, Congress amended this pro-
vision (§4734). Instead of exposing the Medicaid applicant personally to
criminal liability, the BBA singles out the person who "for a fee knowingly
and willfully counsels or assists an individual to dispose of assets (includ-
ing by any transfer in trust) in order for the individual to become eligible
for medical assistance under [Medicaid], if disposing of the assets results
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in the imposition of a period of ineligibility for such assistance," 42 U.S.C.
§1320a-7b. Now, it is Granny's attorney or accountant who may be prose-
cuted (at the misdemeanor level) regarding improper asset divestiture.

This provision has been challenged and invalidated on constitutional
grounds of First Amendment freedom of speech in federal court in New
York State Bar Association v. Reno (1997). Additionally, the DHHS inspector
general, who is responsible for enforcing Medicare/Medicaid antifraud
and abuse laws, has in OIG Advisory Opinion 97-3 interpreted the law
to mean that the transfer of $7,785 from an NF resident to her nephew
3 months prior to her application for Medicaid, in a case where the average
price of monthly NF care was $2,595, did not constitute a prohibited know-
ing and willful disposition of assets to become eligible for Medicaid, since
no period of ineligibility would have resulted from the asset transfer.

Related to the issue of Medicaid eligibility for long-term care is that of
estate recovery. The Omnibus Budget Reconciliation Act of 1993 (OBRA
93), Public Law 103-66, required states to establish estate recovery pro-
grams to take back the costs of NF and other long-term care services from
the estates of Medicaid beneficiaries who have died and who were 55
years of age or older when they received benefits (ABA Commission on
Legal Problems of the Elderly, 1995; M. A. Miller, 1994). States may obtain
liens against a Medicaid beneficiary's property for this purpose.

Although most Medicaid long-term care dollars have flowed to NFs,
states may apply to HCFA for waivers of the usual Medicaid. rules in order
to divert some of those funds toward home- and community-based long-
term care services instead of institutional care alone, A waiver represents
permission, authorized under 42 U.S.C. §1396n(b), from the secretary of
DHHS for a state to disregard what would otherwise be a congressionally
mandated legal condition to the receipt of federal matching funds.

Private Insurance

The third leg of the stool for health care financing for the aged (besides
government programs and out-of-pocket payments) is private third-party
insurance. This may come in the form of employer-purchased conven-
tional coverage as a fringe benefit for currently working older persons and
their dependents and for retirees and their dependents. It also may come
in the form of commercial health insurance policies purchased out of
pocket by older persons to fill in the coverage gaps left by the Medicare
crazy quilt. The majority of older persons own at least one such Medicare
Supplemental (Medigap) policy, and the sale of these policies to the aged
has been subject to serious abuse. In OBRA 1990, Congress tightened over-
sight over this $15~billion-per-year industry. Insurers and agents cannot
sell policies to persons already owning one, and insurers must pay out at
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least 65% of what they bring in on individual policies and 75% of income
from group policies. Additionally, the National Association of Insurance
Commissioners (NAIC) has established model national standards for
Medigap policies.

Older persons may also be covered by employers or their own premi-
ums for participation in managed care health programs, specifically,
HMOs and PPOs (laehs & Ruchlin, 1997). As noted earlier, qualified
HMOs and other MCOs may receive Medicare payments to cover program
beneficiaries. The number of older persons voluntarily participating in
managed care options has risen steadily over the past several years,

Private long-term care insurance, covering NF and home care services,
is still in a fairly incipient state of development for a variety of reasons
(Murtaugh, Kemper, & Spillman, 1995). Only 4-5% of the aged currently
own long-term care insurance (Wiener, 1996). The role of the private sector
in developing and marketing long-term care insurance products that sup-
plement or replace Medicare and Medicaid coverage is likely to increase
considerably in the foreseeable future. Provisions in HIPAA give tax-
favored status to employers contributing to premiums and to individuals
who purchase private long-term care insurance policies.

LEGAL ASPECTS OF HEALTH CARE
COST CONTAINMENT

The concerted efforts of both governmental and private payers to contain
health expenditures has raised a variety of legally pertinent issues for
health care providers serving older patients. This section briefly outlines
cost-containment considerations relating to utilization review, medical
malpractice in acute and long-term care settings, and the implications of
clinical practice parameters.

Utilization Review

Utilization review (UR) has been defined as "evaluation of the necessity,
appropriateness, and efficiency of the use of medical services and facili-
ties" (Hyde, 1988). UR may take place prospectively or retrospectively to
or concurrently with the provision of the medical services in question.
Today, UR is an integral component of both managed care and fee-for-
service arrangements.

Two presuppositions underlie the concept of UR: (1) that there still is a
substantial amount of unnecessary and inappropriate health care being
delivered and paid for and (2) that the patient cannot adequately judge the
necessity and appropriateness of recommended medical services. Hence,
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there is a belief that peers of the patient's physician are the only ones who
can make such a judgment accurately. In principle, UR ensures that health
care resources are appropriately used, not just saved. However, many com-
mentators argue that UR in practice has evolved into much more of a means
for saving money than for controlling and contributing to quality.

Initially, UR was used exclusively to review hospital inpatient ser-
vices. However, many outpatient services are now reviewed as well. Also,
UR is widely used in mental health facilities and agencies other than acute
hospitals (Zusman, 1990),

TEFRA 1982, the same legislation that created the DRG reimburse-
ment system discussed earlier, included the Peer Review Improvement
Act (Public Law 97-248). This law created the Utilization and Quality
Control Peer Review Organization (PRO) apparatus to replace Profes-
sional Standards Review Organizations (PSROs), which had monitored
Medicare hospital services since 1972 under Public Law 92-603. TEFRA
authorized HCFA to enter into contracts with a PRO for each state. The
PROs are required, based on negotiated objectives contained in each con-
tract, to review the necessity and reasonableness of care, quality of care,
and appropriateness of the setting in which care is provided to Medicare
beneficiaries.

Under federal regulations (50 Federal Register 15330, April 17, 1985),
PROs are required to perform the following determinations;

Whether the services are or were reasonable and medically necessary
for the diagnosis and treatment of illness or injury or to improve func-
tioning of a malformed body member, or (with respect to pneumococcal
vaccine) for prevention of illness, or (in the case of hospice care) for the
palliation and management of terminal illness.

Whether the quality of the services meets professionally recog-
nized standards of health care.

Whether those services furnished or proposed to be furnished on
an inpatient basis could, consistent with the provision of appropriate
medical care, be effectively furnished more economically on an out-
patient basis or in an inpatient health care facility of a different type.

Through DRG validation, the validity of diagnostic and proce-
dural information supplied by the hospital.

The completeness, adequacy and quality of hospital care provided.
The medical necessity, reasonableness, and appropriateness of

hospital admissions and discharges.
Whether a hospital has misrepresented admission or discharge

information or has taken an action that results in the unnecessary
admission of an individual entitled to benefits; unnecessary multiple
admissions of an individual; or other inappropriate medical or other
practices with respect to beneficiaries or billing for services furnished to
beneficiaries.
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In addition to the regulatory requirements, each PRO has conditions writ-
ten into its contract that address specific problems in its own state. The
problems are first identified by the PROs and then reported to HCFA,
which attempts to address the concerns by requiring that the frequency of
the problems be reduced,

HCFA contracts with 54 PROs, each of which employs physicians,
nurses, and other staff members to conduct reviews. Although there are
uniform requirements in each PRO contract, the PROs operate separately
and go about their business distinctively, pursuing national objectives in
the context of the medical standards of the local community. PROs use
physician reviewers from their own communities. Despite this reliance on
local peer review, PROs are still governed by national quality standards
prescribed by a model, the Quality Intervention Plan, which includes spe-
cific criteria for detecting quality problems, assigning a severity weight to
those problems, and determining the most appropriate intervention for a
given deficiency.

PROs are empowered to deny payment for unnecessary care and may
recommend sanctions that could result in the exclusion of physicians or
hospitals from Medicare or the levying of a monetary penalty. Enforce-
ment of the sanctions imposed by the PROs is the responsibility of
the DHHS Office of Inspector General (OIG). The OIG is authorized by the
secretary of DHHS to impose sanctions on Medicare-participating physi-
cians or other providers who have "grossly and flagrantly" violated the
Medicare law by demonstrating a pattern of poor-quality care.

In operation, when a PRO identifies violations of federal quality-of-
care standards, it is supposed to provide the practitioner in question with
reasonable notice and an opportunity to discuss the findings and rebut them
before a sanction recommendation is forwarded to the DHHS. The law pro-
vides comprehensive due process protection for physicians. They are sup-
posed to be given numerous chances to refute the allegations against them
by providing testimony from other physicians or evidence from medical
records. Even in cases in which sanctions are issued, the law allows for an
appeal before an administrative law judge of the Social Security Adminis-
tration and ultimately in the federal courts.

Although Congress authorized PROs to sanction physicians found to
practice poor-quality care, it did not initially provide PROs with the
authority to deny reimbursement for services because of incompetence or
neglect. The only quality-of-care enforcement tools available to the early
PROs were either termination of the physician from participation in Medi-
care or the levying of a monetary penalty, but only in cases where a. clear
pattern of incompetence had been demonstrated and, of those cases, only
where physicians were unwilling or unable to improve their treatment of
beneficiaries.
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The Consolidated Omnibus Budget Reconciliation Act (COBRA) of
1985 authorized PROs for the first time to deny Medicare payments in
cases where substandard quality of care is identified. Specifically, the law
requires PROs to determine, on the basis of review, whether the quality of
services meets professional standards.

The primary method used by HCFA, through the PROs, to detect
substandard care is the generic screening system, in which certain events
trigger closer review:

1, Inadequate discharge planning
2, Patient being medically unstable at the time of discharge
3, Unexpected death
4, Nosocomial infections
5, Unscheduled return to surgery
6, Admissions involving trauma suffered in the hospital

The screens are applied initially by nurse reviewers employed by the PRO.
If the nurse reviewer identifies a screen failure, the records are forwarded
to a physician reviewer to determine if the failure represents a bona fide
case of substandard care.

PRO performance is evaluated and monitored by HCFA's Peer
Review Organization Monitoring Protocol and Tracking System, which
reviews PRO operations at least twice during each 3-year contract cycle.
HCFA also contracts with a national "SuperPRO" to monitor the effec-
tiveness of each PRO.

As the foregoing description should make apparent, the basically
paper-review nature of UR places a premium on good written documen-
tation of patient care by physicians (see Chapter 4), for reimbursement as
well as for liability prevention. Furthermore, the importance of active par-
ticipation by practicing physicians in the UR process also should be clear;
it is needed to maximize the likelihood that professional judgment will
predominate over rigid, externally imposed guidelines that do not ade-
quately accommodate the vagaries of actual cases.

Malpractice Concerns

The advent of DRGs, PROs, MCOs, and other cost-containment strategies
has generated concern among older persons, their advocates, and health
care providers that quality of care will be imperiled as strong financial
incentives compel providers to skimp on various aspects of diagnostic
and therapeutic care (e.g., premature hospital discharges) (Rodwin, 1993).
Opinions range across a broad spectrum regarding the actual impact of
cost-containment initiatives on quality of care thus far; not surprisingly,
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practicing physicians render the most negative assessments, whereas
academic researchers, insurers, and government and quasi-government
officials are considerably more optimistic about a positive quality/cost
containment synergy,

Health care providers are especially anxious about the possibility of
cost-containment pressures causing a diminution in quality of care that
will in turn lead to a massive increase in medical malpractice litigation
brought against cost-containment-driven providers. Physicians feel espe-
cially exposed personally in light of the U.S. Supreme Court's interpretation
(Pilot Life Insurance Company v, Dedeaux, 1987) of the Employee Retirement
Income Security Act (ERISA), Public Law 93-406, in a manner that essen-
tially precludes most patients from suing their MCOs directly under a
traditional medical malpractice theory; thus, the physician and/or other
providers usually are the sole "deep pockets" available.

Long-term care providers are as worried as those in the acute care
sphere, the former because of an uneasiness that NFs and home health
agencies (HHAs) are poorly equipped and staffed to care optimally for the
sicker, frailer patients who are being discharged from hospitals too early
and in need of intense posthospital medical attention. Concern has also
been expressed regarding the ethical ramifications, in terms of quality of
care and equitable access to services, of the divided loyalties and conflicts
of interest that may be present in an environment heavily influenced by
an imperative to contain health care expenditures (Glaser & Hamel, 1997;
Morreim, 1995). Legal scholars differ over the validity of increased lia-
bility fears, with speculation ranging from an agreement with predictions
of a litigation onslaught to suggestions that the courts will alter acceptable
standards of care to implicitly or explicitly account for economic forces
(Hall, 1997).

One of the very few reported appellate decisions squarely ruling on
a complaint that cost-containment pressures improperly resulted in
substandard medical care and consequent patient harm is found in Wick-
line v. California (1986). The factual background is fairly straightforward.
Mrs. Wickline was a Medicaid-eligible patient who was hospitalized
for circulatory problems regarding her legs and back. The California
Medicaid program required precertification for hospital admission and
assigned an approved length of stay for the admission. Any extension of
the approved length of stay had to be authorized in advance. The state
of California UR program approved Wickline's surgery and authorized
a 10-day hospitalization.

The patient suffered complications after the original surgery, and two
additional surgeries were performed. Her attending physician determined
that she should stay in the hospital for 8 days beyond her scheduled
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discharge date, and he filled out a Medicaid application requesting an
extension. The Medicaid on-site nurse reviewer, after consulting with a
state physician adviser, approved only a 4-day extension.

The attending physician discharged Mrs. Wickline to her home when
the 4-day extension period expired. Although the physician knew that a
process existed for appealing the Medicaid UR decision, he did not pur-
sue an appeal. Nine days following discharge, Mrs. Wickline had to be
readmitted to the hospital with severe pain and discoloration of her leg,
which eventually had to be amputated. She brought a civil lawsuit
against the state of California, contending that her injuries were caused
by the Medicaid UR program's negligence in failing to authorize the full
requested extension of the original hospitalization. A jury awarded her
$500,000.

The California Court of Appeal reversed the jury verdict, however,
reasoning that although the state's preauthorization program played a role
in the discharge decision, this role was not determinative. Rather, the deci-
sion to discharge the patient was made by the attending physician, who
was the only one who actually had the legal power to discharge the
patient. The court held that the Medicaid program therefore could not be
found liable even if the discharge decision had been negligently made. In
refusing to find the state liable, the court placed responsibility for the hos-
pital discharge on the attending physician and criticized him for not for-
mally appealing the UR decision with which he disagreed.

The Wickline case is noteworthy for several lessons it conveys. First,
it places the duty squarely on the attending physician to officially chal-
lenge, through any available appeals process, UR decisions believed to be
adverse to the patient's best interests. The court in Wickline intimated that,
had the attending physician unsuccessfully exhausted available appeals
avenues, the state of California then might have been found liable. The
court also intimated that, because the attending physician did not follow
that route in this case, a negligence action brought directly against him
might have been permitted to succeed. That point brings us to Wickline's
second major lesson, the importance of cultivating a positive physician/
patient relationship. In this case, Mrs. Wickline refrained from suing her
physician largely because of the existence of such a relationship; she per-
ceived her physician as her advocate, even though he otherwise would
appear to be an obvious defendant.

This case is perhaps most revealing because of its relative unique-
ness. As noted, despite much anxiety in the provider community and
academic speculation about the potential adverse liability impact of cost-
containment influences on health care providers, Wickline is virtually the
only case of its kind (as opposed to lawsuits against MCOs predicated on
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breach of contract or fraud claims) thus far to be reported at the appellate
level. Whether the onslaught of expected litigation will materialize in the
future or fail to materialize because of a generally positive quality/cost
containment synergy or because of features of the legal system having lit-
tle to do with the impact of cost-containment forces on quality of care
remains to be seen.

Practice Parameters

There is a growing movement in contemporary American medicine toward
the development of flexible but explicit clinical practice parameters or
guidelines to assist physicians in making clinical decisions about the use of
particular diagnostic tests and therapeutic procedures. A number of prac-
tice parameters developed thus far are particularly relevant for the care of
older patients (American Psychiatric Association, 1997). These practice
parameters are being developed by professional organizations and associ-
ations based on consensus processes and health services research exploring
the demonstrable effectiveness of various medical interventions; they rep-
resent a movement away from the common earlier situation of physicians
basing many of their practices more on community custom and doctors'
lounge "shop talk" than on hard data. Although cost-containment consid-
erations about reducing the incidence of unnecessary, inappropriate tests
and procedures have much to do with the impetus for practice-parameter
generation, there also is a sincere conviction by many medical leaders
that practice-parameter development has the potential for greatly improv-
ing the quality of patient care delivered on a daily basis. A fortunate by-
product of developing and implementing credible, factually based practice
parameters should be a reduction in legal uncertainty about the acceptable
standard of care in a particular situation and a bolstering of the physician's
legal position where applicable parameters have been properly taken into
account (Kapp, 1996c).

DE FACTO RATIONING BY AGE

Despite powerful criticisms (Binstock & Post, 1991) of earlier proposals
(Callahan, 1987; Daniels, 1988; Veatch, 1988) for explicit, overt ("hard")
forms of health care rationing based categorically on the chronological age
of patients, there is substantial emerging evidence that age-based
rationing is de facto taking place every day on the basis of individual bed-
side decisions and actions by physicians and nurses regarding individual
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patients (Asch & Ubel, 1997; Bennett et ai, 1991; Boyd, Teres, Rapaport,
& Lemshow, 1996; Fried, Miller, Stein, & Wachtel, 1996; Hesse, 1995;
Hynes, 1994; Jayes, Zimmerman, Wagner, & Knaus, 1996; A. M. Kramer,
1995; Krumholz et a!., 1994; Topol & Califf, 1992). The evidence is over-
whelming that such differential treatment among patients of different
ages—implicit, covert ("soft") rationing—takes place regardless of com-
parable diagnoses, prognoses, or other potentially explanatory factors
besides the particular patient's age,

The law is both theoretically and practically unhelpful in protecting
older patients from this form of de facto age discrimination (Kapp, 1998a).
Realistically, the equitable remedies (e.g., judicial injunctions) available to
respond prospectively and to prevent covert, age-based rationing practice
before it occurs are limited and weak, as are the legal remedies for com-
pensating the victim after the fact and thereby discouraging similar med-
ical practice in the future. Indeed, some advocates of covert rationing
support it precisely because avoiding the need for government involve-
ment in an overt rationing scheme eliminates the kind of legal, external
interference that they believe can seriously impede the whole inevitable
rationing process (Blumstein, 1981).

Given the law's limitations, de facto age-based rationing presents pri-
marily an ethical challenge to the involved parties, A morally acceptable
solution will depend mainly on the good faith and commitment to ethical
principles of those who control particular medical decisions.

FINANCING REFORM PROPOSALS

As this chapter is being written, a number of proposals for continuing to
alter the way that health care for older Americans is financed are on the
public policy table for discussion (Altaian, Reinhardt, & Shactman,
1997). Some ideas aim to address the predicted forthcoming shortfall in
the HI trust fund (Angell, 1997; Thomas, 1995). On the other hand, in his
1998 State of the Union speech, President Clinton proposed an expansion
in the eligibility pool for at least some Medicare benefits down to age 62,
for some persons, down to age 55. A thorough analysis of current pro-
posals is beyond the scope of this book (and a timely analysis would be
impossible), but health care professionals should follow—and partici-
pate in—the discussion about these proposals with great interest,
because any changes will no doubt affect both the direct financial status
of caregivers and the structure and operation of the health care delivery
system itself.
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CONCLUSION

In many respects, considerations of health care financing grow in impor-
tance as the dominant "tail" that wags the "dog" of medical treatment, for
older as well as other patients. An understanding of the details of health
care financing and their underlying public policy principles and asso-
ciated legal and ethical implications is essential for all health care profes-
sionals, not only so that they can protect their own legitimate legal, ethical,
and financial integrity but also so that they can act as zealous protectors of
and advocates for the welfare of their patients.
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INTRODUCTION: THE DISABILITY SYSTEM

The clinical care of older individuals is highly likely to involve the health
care professional in the processing of private or public disability claims
on behalf of those older patients. The lion's share of these cases involving
the disabled elderly concern claims for federal government benefits under
the Social Security Disability Insurance (SSDI) program. More than half
of the individuals on the beneficiary rolls are age 55 or older. Very few
SSDI claims can be successfully processed without the assistance of the
health care professional, particularly the patient's personal physician.

The SSDI program, upon which so many older individuals rely,
came into existence less than half a century ago. In 1954, the Social Secu-
rity Act was amended to preserve the Social Security work record of
disabled persons; individuals who became disabled were made eligible
for retirement benefits at 65 as if they had continued to work between the
onset of their disability and their 65th birthday. In 1956, Congress pro-
vided that Social Security taxpayers between 50 and 65 years of age who
became permanently and totally disabled should be eligible for monthly
benefits as if they were already 65 and retired. In 1960, the age 50 require-
ment was removed.

The largest single percentage of SSDI claimants is represented within
the 62- to 65-year age category. When a person applies for early Social
Security retirement benefits (Old Age, Survivors, and Disability Insurance,
or OASDI, which is Title 2 of the Social Security Act), questions are ordi-
narily raised about individual health, and the applicant may be encour-
aged to apply for worker disability benefits. There is an impetus to have
people declared disabled before they become 65 because the SSDI legis-
lation provides that all persons lose disability eligibility at that age. When
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the disabled person becomes 65, there is a switch to straight OASDI retire-
ment payments but at the same (higher) rate received while one was a
beneficiary of the disability program. This is because the earlier disability
payments were figured as though the claimant were already 65 at the time
of onset of disability.

Disability insurance payments thus annexed to the OAS programs are
conditioned on the satisfaction of three eligibility requirements. Claimants
must show (1) that they have worked at "covered" employment for the
requisite number of quarters of years, (2) that their inability to work is
"medical" in nature, and (3) that they are totally disabled from performing
any work for a span of time that has lasted or that is predicted to last for at
least 12 months. Benefit payments end if disability ceases or if the individ-
ual returns to regular work. "Covered" employment refers to jobs in which
the worker and employer make contributions to the SSDI trust funds, that
is, employment where payroll deductions for Social Security (i.e., Federal
Insurance Contributions Act, or PICA, taxes) are taken. The quarters-of-
years provision is intended as a protection for individuals who do not work
continuously over time.

A claimant who meets the prior work requirement satisfies a basic
condition imposed on all Social Security recipients, namely, substantial
workforce participation. To qualify for disability insurance benefits,
the claimant must also demonstrate that inability to work is a result of
"medically determinable" disease, defect, or injury. Specifically, the SSDI
law (20 C.F.R. §404.1505 and §416.905) defines "disability" as the "inability
to engage in any substantial gainful activity (SGA) by reason of any med-
ically determinable physical or mental [Bonnie & Monahan, 1997} impair-
ment which can be expected to result in death or has lasted or can be
expected to last for a continuous period of not less than twelve months."
The law further delineates "a physical or mental impairment" as one that
results from anatomical, physiological, or psychological abnormalities
that are demonstrable by medically acceptable clinical and laboratory diag-
nostic techniques. Such abnormalities are medically determinable if they
manifest themselves as signs or laboratory findings apart from symp-
toms. Abnormalities that manifest themselves only as symptoms are not
"medically determinable" for legal purposes. The concept of imposing
medical criteria for the purpose of establishing eligibility for government-
sponsored benefits dates back at least to 17th-century English social history
(Stone, 1985).

Even if a claimant has worked for the required number of quarters
and has suffered a "medical" decline, benefits will be denied unless the
impossibility of employability is complete. One must be not only mentally
and physically unable (1) to do one's previous work but also, considering
age, education, and work experience, (2) to engage in any kind of SGA that

80 Geriatrics and the Lmv



exists in the national economy, that is, that exists in significant numbers in
the region where one lives or in several regions of the country. Medical
vocational guidelines mandate that the number of jobs fitting the various
exertional levels and skill requirements be carefully considered. Used in
this determination are the Dictionary of Occupational Titles and the Occu-
pational Outlook Handbook, published by the U.S. Department of Labor;
the County Business Patterns and Census Survey published by the federal
Bureau of the Census; and surveys of light and sedentary jobs prepared by
the various state employment agencies. It is immaterial whether such
work exists in the immediate geographic area where the applicant lives,
whether a specific job vacancy exists for that applicant, or whether the job
would be offered if an employment application were to be submitted.

Generalized medical-vocational guidelines were adopted by the
Department of Health and Human Services (DHHS) in 1978, replacing
a system under which vocational experts had testified in individual pro-
ceedings. Use of the present standardized approach, rather than an indi-
vidualized determination of each applicant's ability to work at particular
types of available jobs for which the applicant could qualify, has been
upheld by the U.S. Supreme Court as a reasonable administrative inter-
pretation of the Social Security Act in Heckler v, Campbell (1983).

Within this setting, a finding of medical disability serves the function
of admitting a recipient to a favored status in our welfare system. The
applicant who has paid SSDI premiums for a sufficient number of quarters
has a right to benefits, but coverage is limited and specific criteria must be
met. In many respects, it is health care professionals who guard the key to
this public horn of plenty (or at least, horn of something). However, before
discussing the role of health care professionals, and especially the indi-
vidual's personal physician, in helping an older person to turn that key, it
is necessary to set out briefly the mechanism under which disability deter-
minations are made.

THE SSDI CLAIMS PROCESS

The claimant who asserts disability begins the process by applying to the
local district Social Security office (DO), which supplies the claimant with
necessary forms and accepts them when filled in (Gonzalez, 1993). The DO
office refers the claim to a designated state office (the Disability Determi-
nations Services [DDS] office), which is under contract to the federal gov-
ernment, 56 Federal Register 11012, for an initial determination of eligibility
based on federal criteria. This state agency then requests the production
of a medical report on the issue of medical disability from a physician of
the claimant's selection. If the report is extracted from an already existing

Disability Programs and Protections 81



medical record, the physician is reimbursed for professional efforts by the
state, and the physician is free to supplement this payment by imposing an
extra charge on the claimant. This extra charge may be a substantial finan-
cial burden for the older person involved. If a physical examination must
be performed as well as a report prepared, the state compensates the
physician with a larger amount, calculated on the basis of the physician's
specialty and the prevailing state Medicare and Medicaid rates. If the
claimant does not express a preference for any specific physician, or the
claimant's treating physician is unavailable or cannot or will not provide
sufficient evidence regarding impairment, the state DOS agency refers
the claimant to a private physician listed on a consultant panel maintained
by the state agency for a consultative examination (CE). Physicians may
contact their own state DDS agency to request information regarding how
they may become members of this consultant panel.

Regardless of who prepares it, the medical report must be based on
the listing, appended to the SSDI regulations, of acceptable impairments
and the criteria for each of these impairments that constitute evidence of a
disabling level of severity. The current "Listing of Impairments" is found
at 20 C.F.R. §404.1525 et seq.

If a claimant's condition is not included in the listing, a finding is still
possible that the severity of the condition equals the severity intended by
the listing, in which case an allowance of disability can be made. If the
impairment meets the 1-year duration requirement and is included in,
or equivalent to, the medical listings, the applicant is presumed to be dis-
abled (Sullivan v. Zebley, 1990).

When multiple impairments exist, no one of which alone meets the
listed criteria, the aggregate severity of all of the impairments documented
may be found to equal the listing level of severity of one impairment. If the
aggregate severity of all impairments is short of the listing level, nonmed-
ical factors such as age, education, and vocational experience then are con-
sidered in conjunction with the limitations imposed by the impairments to
see whether the aggregate effect of the medical and nonmedical factors
precludes SGA. If this evaluation of the individual's "residual functional
capacity" (RFC) indicates that the impairment does not prevent the appli-
cant from performing past work, there must be a decision that the person
is not disabled. If the applicant cannot carry out a former occupation, the
question then becomes whether any SGA that exists in the national econ-
omy is possible for the particular applicant. If it is, the finding must be
"not disabled." If not, the applicant may be considered disabled.

Approximately two thirds of initial applications are disallowed by state
DDS agencies. However, about 50% of the SSDI applications submitted
by claimants over age 55 are approved. If the initial application is rejected,
the claimant may apply to the same state agency for reconsideration. At this
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stage, the state officers ordinarily will update the file with further medical or
vocational data and reevaluate the application utilizing the same criteria of
disability. In about 35% of claims, documentation will be supplemented by
requesting that the claimant submit to an examination by a physician chosen
and compensated by the agency,

If, after reconsideration, the claim is still denied, the claimant may
request a hearing. It is usually at this stage that the claimant seeks pro-
fessional legal advice and begins to be represented by legal counsel, who
ordinarily is working on a contingency fee basis. The trier of fact, a federal
administrative law judge (ALJ), is mandated to consider all of the evidence
and make a fresh, original (de MOOT) decision. This decision becomes the
final administrative decision if no exceptions are taken to it. A majority of
claimants who were initially denied benefits gain awards at this point.

If either party-—that is, (1) the Social Security Administration (SSA)
or (2) the claimant-—takes exception to the hearing examiner's decision,
appeal is permitted to the SSA Council. The decision of the council is the
final administrative determination of the claim. If the claimant remains
dissatisfied, a civil lawsuit may be brought against SSA in the federal Dis-
trict (trial level) court and pursued through the federal appeals process,
42 U.S.C. POS(g).

THE ROLE OF THE PHYSICIAN

The foregoing discussion should leave no doubt about the central role of
health care professionals, particularly the personal physician, in aiding
older patients to obtain entitlements under the SSDI program. Further-
more, proper medical evaluation is essential not only for the initial obtain-
ing of SSDI benefits but also for assisting the patient to retain them.

In 1980, Congress passed a law requiring SSA or the state DDS agency
to conduct continuing disability reviews for each SSDI beneficiary at least
once every 3 years, beginning in 1982, to make certain that the beneficiary
remained disabled. In October 1984, DHHS placed a moratorium on these
continuing disability reviews because of concern about the high number
of negative benefit determinations. Between 1982 and April 1984, SSA
reviewed 1.2 million disability cases and found 491,000 beneficiaries no
longer disabled. Of these, 291,000 were restored to the rolls after appealing
to an ALJ or the federal courts.

To address the public controversy that had developed over these
reviews, Congress enacted the Social Security Disability Benefits Reform
Act of 1984, Public Law 98-460, requiring, with certain exceptions, that
medical improvement be shown before benefits could be terminated. In
1986, the state DSSs resumed their continuing reviews under the medical
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improvement standard, which stipulates that no beneficiary should be
removed from the disability roles without either (1) "substantial evidence"
that medical improvement in his or her medical condition has occurred
and that he or she is now able to engage in substantial gainful activity or
(2) evidence establishing that the previous determination of disability was
erroneous. Recent studies have found only limited success in rehabilitat-
ing disabled SSDI beneficiaries (U.S. General Accounting Office, 1996c).

Because, as observed earlier, the SSDI law defines a physical or men-
tal impairment as a condition "which results from anatomical, physiolog-
ical, or psychological abnormalities which are demonstrable by medically
acceptable clinical and laboratory diagnostic techniques," it follows that a
claimant's reciting of mere symptoms about the impairment is insufficient
by itself to establish that the impairment exists. By contrast, medical evi-
dence by itself may be dispositive (i.e., may be the grounds for a decision)
of a claim in either of two situations, namely, (1) when it establishes that
the claimant has an impairment or a combination of impairments that
meet or equal the criteria contained in the impairment listings or (2) when
it establishes that the claimant's alleged impairment is not severe enough,
in that it does not significantly limit the individual's physical or mental
capacity to perform basic work-related functions. In all other situations,
medical evidence is considered in conjunction with vocational factors.

Medical evidence to be used in the evaluation of a disability claim
must include, at a minimum, a report signed by a licensed physician and
other probative (i.e., tending to prove or disprove a fact in issue) medical
reports, records, laboratory findings, and measurements. The physician's
report should contain the person's medical history relating to the alleged
impairment, together with the results of a recent physical and mental
examination (performed within 3 months of the report date), and any sup-
porting laboratory data in the physician's possession that would help
define the nature and severity of the impairment. One format for docu-
mentation consists of sections covering history, physical and mental sta-
tus, daily activities, diagnosis and prognosis, and general remarks. The
report should be in sufficient detail to permit the agency evaluators, who
will not have seen or examined the claimant, to independently determine
the severity and expected duration of the impairment, and it need not be
limited to those findings enumerated in the Medical Evaluation Criteria
appended to the SSDI regulations.

The medical report should address the existence of an impairment or
combination of impairments and the probable duration and severity in
functional terms, describing the individual's capacity to perform signifi-
cant activities such as being able to sit, stand, move about, travel, handle
objects, hear, see, speak, and—in cases of mental impairment—the ability
to reason or to make occupational, personal, or social adjustments. The
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crucial issue is not the diagnosis of a specific disease that may be afflicting
the patient but rather how the ability to work may be impaired (American
Medical Association, 1993). It is particularly important in mental disability
cases for the physician to address the immediate and long-range func-
tional effects of the patient's current and past medications.

There are thus three types of medical evidence to be considered in
making a disability determination. The first two types emanate from the
patient's physician: (1) objective medical facts, which are clinical findings
divorced from expert opinions as to the significance of those clinical find-
ings; and (2) expert diagnoses and opinions of the physician on subsidiary,
or secondary, questions of fact. The third kind of medical evidence, subjec-
tive proof of pain and disability, is supplied by the claimant and corrobo-
rated by family, friends, and neighbors. Although it is preferable, once a
case has reached the hearing stage, for the physician to render live testi-
mony rather than a written report alone, in the vast majority of cases the
technically acceptable practice of proceeding without the reporting physi-
cian's personal appearance is followed.

A statement in the physician's report that the examined individual
either is or is not totally medically disabled for at least a 12-rnonth period
is not conclusive as a matter of law. Reaching that ultimate judgment is the
responsibility of the SSA and may not be delegated away to any individual
or group. One author has complained that the physician's opinion on the
patient's disability is "definitely nondeterminative, administratively irrele-
vant, and occasionally counterproductive" (Hadler, 1982). This reaction,
however, is unjustified. The opinion of the claimant's personal physician
does carry weight to the extent that it is supported by specific and complete
clinical findings and is consistent with other evidence as to the severity
and probable duration of the claimant's impairment or impairments.

The hearing examiner does not exercise unfettered discretion in eval-
uating and weighing the evidence and is bound to view the evidence as a
whole rather than isolating certain medical findings to support the deci-
sion. Nor is the hearing examiner permitted to ignore medical evidence
that is uncontroverted by other substantial evidence. Further, the hearing
examiner may not substitute a personal evaluation of a claimant's con-
dition in place of competent medical evidence. Finally, even though med-
ical evidence is not necessarily determinative of the ultimate issue of
disability, it can, where objective findings are adequate, support the hear-
ing examiner's inference regarding that issue.

In order to prevent the creation of an adversary relationship between
the physician and patient, the SSA does not even request the physician's
opinion on disability or motivation. Instead, objective medical findings
are solicited so that an independent opinion can be reached. Any adver-
sary relationship, with either the patient or the claims system, stems from
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a failure of the private physician to understand the need and function of
objective clinical data in this process.

In evaluating medical evidence submitted regarding a disability
claim, great preference is accorded to reports coming from the claimant's
own treating, primary care physician (Lester v. Chater, 1995; Sutton,
1996), The SSA has advised the respective state agencies responsible for
conducting initial evaluations and reconsiderations that "the attending
physician occupies a unique place in the development o f . . . medical
evidence. Whenever possible, he should be utilized to furnish the.. .
evidence needed for evaluation because of the relationship he has to the
claimant's medical problems through diagnosis and treatment." Case
law has accepted the standard that the opinion of a claimant's own
physician is entitled to the most weight because it reflects an expert judg-
ment based on continuing observation of the claimant's condition over a
prolonged period. The length of this period and the number of times the
physician has seen the claimant are relevant to the physician's familiar-
ity with the claimant's overall condition. Particularly when multiple
impairments are alleged, the federal courts reviewing disability deter-
minations have recognized that the opinion of the claimant's personal
primary care physician may be more reliable than that of a medical spe-
cialist who enters the case for evaluation purposes only, because the pri-
mary care physician is better equipped to take into account the total
circumstances of the claimant.

The argument that the treating physician's report should be viewed
with skepticism because the claimant's physician is inclined to be sympa-
thetic toward the patient, in no small measure because the payment of
professional fees may be influenced by the outcome of the disability claim,
has also been rejected by the judiciary. The deference in which the primary
care physician's judgment is held is illustrated by the fact that state-
employed physicians who review submitted disability claims frequently
personally contact and consult with the claimant's personal physician to
obtain supplementary information that may aid in clarifying the legal via-
bility of the claim.

There has been a substantial amount of criticism over a long period of
time directed toward the SSDI program by both private commentators
and public officials. The administration of the program has been roundly
attacked for inefficiency and lack of control and accountability (U.S. Gen-
eral Accounting Office, 1997b). These criticisms are not the immediate con-
cern of this book. What is the concern of this volume are the shortcomings
that are sometimes found in the level of performance by older patients'
personal physicians when it comes to helping the older patient (when war-
ranted) to successfully apply for and receive SSDI benefits.
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PROBLEMS AND POSSIBLE RESPONSES

Strains within the physician/patient relationship frequently occur in dis-
ability cases. Many physicians find this an area in which forging and
maintaining an alliance with the patient is sometimes extremely difficult.
This difficulty, exacerbated by the persistent roadblocks that arise gen-
erally in the path of productive relationships between physicians and the
legal advocates who represent their patients, is manifested in a number
of ways,

The primary care physician should ideally be well versed in the work-
ings of the SSDI program and should be the first person to suggest to the
older patient that he or she might be eligible for benefits under SSDI and
should apply for them. Further, the physician should encourage the patient
to persist even after a claim has been initially rejected and should direct the
patient toward appropriate legal counsel.

All too often, though, the physician waits until the issue of work
incapacity is raised by the patient, when it becomes an undeniable prob-
lem for him or her, or until being contacted by the patient's attorney. At
that point, as previously discussed, the physician's role as primary docu-
menter of the severity of the claimant's condition becomes foremost. The
quality of the documentation produced, though, frequently leaves much
to be desired.

A number of disability reports prepared by claimants' personal
physicians are, to a greater or lesser degree, incomplete, inaccurate, and
untimely. The reports are not always directly probative (helping to
prove) of the legal issues to be adjudicated; in other words, the phy-
sicians often miss the mark in terms of addressing the specific questions
asked. There is also a tendency for some medical reports to be expressed
as ultimate conclusions only, with an inadequate or absent presenta-
tion and explanation of the objective data underlying the conclusions
announced. The submission of naked conclusions sometimes is made
worse by the style in which they are written, one that may be only mini-
mally comprehensible even to other physicians. The technical jargon that
sometimes characterizes these reports may be largely meaningless to the
nonphysicians who must make and review the disability determination
at various points along the process, as well as to the attorney charged
with preparing and presenting the claimant's case. Perhaps most dis-
tressing is the extreme reluctance of some physicians to waiver from
their self-imposed role as pure "objective" scientists and actively advo-
cate for their elderly patients on behalf of their legitimate disability
claims. Detachment from the patient's legal outcome has too often been
the physician watchword.
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There are several potential explanations for these shortcomings. First,
many physicians seem unwilling or unable to set aside the substantial
amount of time required to prepare a first-rate disability evaluation.
Directly related to this is the inability of most older individuals, par-
ticularly those who must file for SSD1 eligibility, to pay the significant out-
of-pocket professional fees that would motivate physicians to devote
reasonable time to create top-notch medical reports. This financial aspect
should not, however, be overemphasized. A lot of older people have paid
a lot of money to buy a lot of physician time to obtain reports that were
still quite inadequate.

Probably a more fundamental factor limiting the positive role of some
physicians in the disability determination process is their general igno-
rance and misunderstanding of the workings, content, and purposes of
the SSDI statutes and regulations. This may result from a failure of the
patient's attorney to properly educate the physician or from an unwilling-
ness on the part of the physician to be educated about these matters. (Of
course, the attorney must him- or herself be knowledgeable about the sub-
ject and capable of reasonably explaining it to the physician.) The latter
explanation is closely linked to a physician's restricted role self-definition
that does not consider a working knowledge of government benefit
programs to be within its realm. Most physicians simply do not envision
filling out bureaucratic forms as a legitimate part of their jobs. Besides see-
ing it as irrelevant to their true professional calling and disruptive of what
they should be doing (making sick people well), most physicians find (and
quite justifiably) that the production of government-mandated paperwork
is a dull and uninspiring experience.

A major factor impeding positive physician cooperation in some dis-
ability cases is the wide divergence in goal orientation between health care
professionals and members of the legal community. The attorney is pri-
marily concerned with generating and recording data and opinions that
will assist a fact-finder in resolving the precise legal issues defined by the
SSDI statutes and regulations. These issues are framed for the purpose of
identifying those individuals who should be entitled to receive society's
scarce benefits under a particular government program. The physician,
on the other hand, has the primary objective of generating data and opin-
ions that can aid in designing and implementing an effective treatment
plan for a particular patient. Fulfilling that purpose often entails different
methods and results than does an evaluation done strictly to help settle
legal questions. Physicians are neither used to nor comfortable with sub-
mitting objective findings for others (especially nonphysicians) to consider
in arriving at their own ultimate conclusions.

Another serious problem is the significant proportion of physicians
who, consciously or unconsciously, erroneously stamp claimants for SSDI
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benefits with the welfare label and are reluctant to aid and abet what they
sense is a social handout. The medical community, at least until quite
recently, has been drawn predominantly from the upper socioeconomic
strata, and some natural bias on its part against reliance on government-
sponsored income maintenance is understandable. Imbued with a firm
work ethic, many physicians expect to find rugged individualism embod-
ied in their patients as well. Often, these feelings are benevolent in origin;
the physician does not wish to "stigmatize" the patient with the societally
abhorrent label of being "disabled" (Firestone, 1997). Physician bias
against applicants for public benefits is particularly bothersome when the
older individual is forced by financial considerations to be evaluated at a
government-operated facility, like a public clinic or military hospital. In
such cases, an innate institutional prejudice detrimental to the claimant
has sometimes been, detected.

Further, some physicians refuse to officially acknowledge a longtime
patient's disability out of apprehension that the disability may somehow
be attributed to an unacceptable level of medical treatment provided in the
past to the patient by the physician. From a perspective of malpractice law-
suit avoidance, most physicians find a healthy clientele (or at least one
capable of being made healthy) most desirable.

An additional factor contributing in some instances to physician resis-
tance to taking an active role in disability situations is the anxiety that
vigorous advocacy on behalf of the patient may expose the physician
to potential prosecution for fraud, a criminal offense for which malpractice
liability insurance is not available. Although this fear is groundless, assum-
ing honesty on the physician's part, it nevertheless is real and exerts a pow-
erful negative influence on physician performance in this area. At the same
time, however, some physicians report a willingness to exaggerate clinical
data to help a patient they think deserving of disability benefits (Zinn &
Furutani, 1996).

Besides SSDI, the federal SSA operates another disability program,
the Supplemental Security Income for the Aged, Blind and Disabled (SSI—
Title 16) program. The operations and medical eligibility criteria of the
SSDI and SSI disability programs are essentially identical. The health care
professional has a much less important role to play on behalf of older indi-
viduals under the latter program than under the former because older
individuals who satisfy the financial means test (put more bluntly,
are poor enough) automatically qualify for SSI payments on the basis of
the objective standard of being 65 years or older, without the need for any
showing of functional disability. The disability portion of the SSI program
serves mainly the younger population.

A third large disability program is operated by the federal govern-
ment through the Department of Veterans Affairs (VA), 38 U.S.C. §355.
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Veterans having physical or psychiatric diseases or injuries resulting from
their military service are eligible to apply for VA disability compensation.
Claims for compensation are handled by VA regional offices and submit-
ted to a rating board consisting of a physician and two nonphysician rat-
ing specialists. When evaluating a claim, the board determines whether
the medical evidence in the veteran's file is sufficient for it to make a rat-
ing determination. If not sufficient, the board forwards a request for a
medical examination (Form 2507) to a VA medical center. Medical center
physicians then perform the necessary examinations and tests and submit
medical reports to the rating board. The board then considers the medical
report and other available evidence in the veteran's file, including employ-
ment history and educational background.

The VA's Schedule for Rating Disabilities is the official guide for con-
verting clinical findings into standard diagnostic codes, covering diseases
or injuries and degrees of severity of impairment. Rating specialists con-
vert diagnoses in medical reports to diagnostic codes in the rating sched-
ule and select the appropriate degree of severity from the schedule.
Severity is measured in percentages ranging from 0 to 100, in increments
of 10%, and 100% means totally disabled.

The prime role of the physician in the disability determination process,
as both documenter and advocate, is evident. Legal and ethical responsi-
bility to one's older patients requires the modern physician to accept and
respect this important opportunity. The physician must be willing to learn
about the disability claims system, both through personal initiative and by
listening to the explanations of the patient's attorney. Sufficient time and
effort must be allocated to the conduct of disability examinations and the
preparation of reports. The physician must strive to provide data, opinions,
and advice that are clear, complete, timely, and responsive to the issues
involved. Above all, the physician must recognize and strengthen, in this
area as well as others, the vital link between the clinical health and the legal
and economic well-being of the older patients being served.

DISCRIMINATION AND DISABILITY

American society has made important strides in providing disabled indi-
viduals, including older disabled persons, with needed income assistance
(e.g., through SSDI), public health insurance (primarily through Medicare
and Medicaid), and direct services in the home, community, and institu-
tional settings. We have also enacted laws during the past three decades
aimed at eliminating unfair discrimination in access to various types of
opportunities against individuals, where that discrimination is based
solely on a person's (often an older person's) disability status.
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For example, a person suffering from Alzheimer's disease was denied
admission to a nursing facility (NF) because the facility felt its staff could
not accommodate the behavioral manifestations (e.g., screaming, agita-
tion, and aggressive acting out) of her disease. In a federal lawsuit, the
court held that, because the NF was tax-supported, the applicant was pro-
tected by the Rehabilitation Act of 1973,29 U.S.C. §794. Section 504 of the
Act protects a person from discrimination in the receipt of services if that
person is, with or without "reasonable accommodations" on the part of the
service provider, "otherwise qualified" to benefit from the services. Thus,
in Wagner v. fair Acres Geriatric Center (1995), the court would excuse the
NF's discrimination against the applicant with Alzheimer's disease only if
the facility could demonstrate that the accommodations necessary to care
for that particular applicant properly would have constituted an undue
burden under the circumstances,

In 1990, Congress expanded the impact of the Rehabilitation Act by
enacting the Americans With Disabilities Act (ADA), 42 U.S.C. §12101 et
seq.f which became effective in 1992. Of most relevance to the aged are
Titles II and III of the ADA. Title II prohibits discrimination on the basis of
disability by state and local government programs, even when those pro-
grams receive no federal funds. Such discrimination might take the form
of formal or informal barriers in the application process to obtain benefits,
including complex application forms, inaccessible application sites, and
long waiting times for appointments; reduction in public benefits and ser-
vices; and intrusions into the disabled person's choices (e.g., about home-
and community-based service arrangements [Kapp, 1996d; Sabatino &
Litvak, 1996]) and hence independence. Title III of the ADA specifies that
no individual shall be subjected to discrimination on the basis of disability
in goods, services, facilities, and other advantages in any place of public
accommodation or commercial facility (such as a physician's office, hospi-
tal, or nursing home).

Just as with the Rehabilitation Act, the ADA defines (and therefore
protects) disabled persons as those who (1) have "a physical or mental
impairment that substantially limits one or more of the major life activities
of such individual," (2) have "a record [history] of such impairment," or
(3) are "regarded [by others] as having such an impairment." Clearly,
many older individuals fall into one or more of these protected categories
and hence will qualify for "reasonable accommodations" (e.g., wheelchair
ramps, large-print documents) to allow them to achieve equal opportuni-
ties with the nondisabled.

Potential health professional involvement may be essential in several
aspects of dealing with legal protections regarding discrimination against
older persons on the basis of disability. Among the areas of possible
health professional contribution are diagnosis and documentation of the
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existence and severity of a disability or disabilities qualifying an indi-
vidual for protection under the ADA; identification of reasonable accom-
modations that would render the individual able to take part in and
benefit from the activity in question; and encouraging and supporting
the facilities and other entities with which they are professionally affili-
ated to willingly and in a timely fashion make structural and operational
accommodations necessary to better serve their own older disabled
patients/consumers.
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THE PROBLEM

The prevalence of mistreatment, abuse, and neglect of elderly institutional
residents (persons living in nursing facilities (NFs), boarding- and room-
ing houses, and public mental institutions) has been long documented and
widely lamented (Payne & Cikovic, 1995) (see Chapter 9). Elder abuse and
neglect as a variety of domestic violence (American Academy of Family
Physicians, 1994), on the other hand, has only relatively recently become
publicly acknowledged and formally accepted as a matter of interest
and concern to health care professionals, social services systems, legal
authorities, and society in general (Goldstein, 1995; Gottlich, 1994a; Klein-
schmidt, 1997; Lachs & Pillemer, 1995).

Elder abuse and neglect are concepts that are sometimes difficult to
apply in practice (Jones, 1994), Generally, they are defined as the fre-
quent but until now largely ignored phenomena of victimization of older
persons within the community, in their own or someone else's home, by
members of their family or surrogate family. (An adult foster care home
would be an example of a surrogate family arrangement [Folkemer,
Jensen, Lipson, Stauffer, & Gox-Grage, 1996]). It is the infliction of phys-
ical pain or debilitating mental anguish, unreasonable confinement, or
willful deprivation by a caretaker of services that are necessary to main-
tain the mental and physical health of an older person. The mistreat-
ment, sometimes referred to as "battering" in the United States and
"Granny bashing" in Great Britain (M. Bradley, 1996), may take almost
any form, or a combination of many forms (National Center on Elder
Abuse, 1994). Forms include physical violence, psychological abuse (e.g.,
threats), denial of basic human needs (such as withholding nourish-
ment), violation of civil rights (like the right to freely communicate with
other persons), excessive use of physical and/or chemical restraints
(Kapp, 1995h), medical neglect, financial exploitation (Shiferaw et al., 1994;
Wilber, 1990), misuse and abuse of drugs, an unsanitary environment,
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and destruction of personal property or pete. Elder abuse and neglect
may occur as a single incident or as a persistent pattern of behavior. Few
professionals who deal regularly with older individuals in the commu-
nity report no experience with physical abuse, and a much smaller num-
ber have no experience with the other categories of abuse and neglect.
Abuse and neglect of the aged likely occurs almost as often as child
abuse and neglect.

In partial response to this sad situation, state legislatures have created
a number of possible intervention mechanisms (Levitt & O'Neill, 1997)
intended to alleviate or prevent the elder abuse and neglect problem
in particular cases (Neale, Hwalek, Goodrich, & Quinn, 1996; Stiegel, 1995;
Tatara, 1995). These protective legal mechanisms include (depending
upon the jurisdiction) (1) civil injunctions or protective orders, carrying
the sanction of criminal contempt if disobeyed, prohibiting specified
harmful actions from happening; (2) temporary or permanent removal of
the older individual from the site of abuse or neglect, often accompanied
by imposition of guardianship and /or protective services (used'in fairly
extreme situations); and (3) criminal prosecution, often at the felony level,
of the abuser (Polisky, 1995), a course followed in only the most egregious
circumstances (Quinn & Tomita, 1997).

These laws are not intended to erode the strength of the family unit
but are based on clear socially shared principles that the individual,
regardless of family status, has the right to be free from fear of victim-
ization (Byers & Hendricks, 1993). These laws recognize that, although
the family is potentially the most nurturing source of long term care for
the older person, the family also is too often the source of abuse and
neglect (Kapp, 1991b). Several of these state statutes, in addition to
authorizing civil protective orders and criminal punishments, appro-
priate state funds for supportive and rehabilitative services to violent
families.

It is essential for health care professionals serving older patients to
become aware of their own state's response to the elder abuse and neglect
problem. The professional must know which public agencies have been
assigned primary responsibility for carrying out preventive, supportive,
or remedial activities in this realm, and must develop a satisfactory refer-
ral and working relationship with those agencies. As is generally true in
dealing with government departments, early identification of particular
program personnel who are knowledgeable and sensitive can vastly
reduce subsequent frustration and unnecessary expenditure of time and
energy. The possible involvement of private social service agencies in
one's particular geographic area also should be checked out (Wolf & Pille-
mer, 1994).
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HEALTH CARE PROFESSIONAL'S ROLE

Before the legal system can effectively intervene in an abuse or neglect sit-
uation, access to the victim must be secured. It is largely for this reason
that health care professionals, particularly nurses (Capezuti, Brush, &
Lawson, 1997; Criner, 1994) and emergency department (Lachs et al,, 1.997)
and primary care (American Medical Association, 1992a) physicians, are
the ones who most often occupy center stage in the anti-elder abuse and
neglect effort. As with most major health care problems of older persons,
abuse and neglect demand a multidisciplinary approach (McGuire & Ful-
mer, 1997). Ideally, a team of practitioners from at least the medical, nurs-
ing, social service, mental health (American Psychiatric Association, 1995),
clergy, and legal professions should cooperate in taking on responsibility
for cases of abuse and neglect. The physician's role in the multidisciplinary
management of inadequate care of the older person is multifaceted. It
includes: identifying cases of possible abuse and neglect; referring cases
for further assessment by nursing, psychiatric, or social service profes-
sionals; setting realistic goals for intervention based on prognosis and pro-
jected care needs; prescribing medical treatments; certifying the need for
long term care placements; and judiciously using the moral and psycho-
logical authority traditionally vested in the physician to encourage the
older patient and the family in limit-setting and compliance with care
plans (American Medical Association, 1992a; Kleinschmidt, 1997; Lachs
& Pillemer, 1995). The importance of prevention of abuse and neglect
through the recognition of high-risk factors also should be underscored.

Recognition of Signs

Since the vast majority of elder abuse or neglect cases are, in whole or
part, physical in nature, the individual's physician—because of profes-
sional expertise and a unique, intimate relationship with the patient and
often the family—is in the best position to observe, recognize, and report
symptoms and signs associated with incidents or patterns of suspected
elder abuse or neglect (American Medical Association, 1992a; Jones, 1994;
Kleinschmidt, 1997; Lachs & Pillemer, 1995). Physicians who see family
members on a regular basis are in a strategic position to detect the atmos-
phere of violence and thus to assist in preventing a violent outbreak. To
accomplish this, however, the physician must learn to (1) recognize the
signs and symptoms that may indicate the presence of violence against
older persons (Lachs, Berkman, Fulmer, & Horwitz, 1994) and (2) mediate
and intervene when necessary. The physician needs to know what can
be done for the older victim, for the perpetrator, and for the family as a
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whole. Humanism, compassion, and respect for people—basic to all health
care delivery—are doubly important when dealing with distressed fami-
lies and their most vulnerable members.

In most cases, some remnant of physical trauma, such as bruises,
welts, sprains, or fractures, is evident. These signs are sometimes minor
from a treatment standpoint but nonetheless readily identifiable by an
alert clinician who knows what to seek out. Victims also tend to request
frequent medical attention for conversion symptoms and psychophysio-
logic reactions such as gastrointestinal disorders, back pain, pelvic pain,
choking sensations, and headache. Symptoms often are connected to pre-
vious sites of battery.

It is imperative that health care professionals develop and regularly
implement in practice clear guidelines for detection of cases of elder abuse
and neglect. These guidelines should account for physical indicators and
also take into account behavioral observations, in terms of personal inter-
actions between the patient and suspected abuser or neglector. Guidelines
for training in case detection are emerging in the literature (Hazzard, 1995;
Quinn & Tomita, 1997) and from professional organizations (American
Medical Association, 1992a). Many individual health care facilities have
developed their own written protocols. Protective services agencies also
frequently have written protocols and training materials that are available
to practitioners.

Once a case of suspected elder abuse or neglect has been reasonably
identified, it is essential that action is taken immediately on the basis of
that clinical judgment In addition to activating therapeutic responsibilities
concerning both the individual patient and the family dynamics, the
health care professional's recognition of abuse may entail certain legal
obligations.

Legislation

Although public and private attitudes toward elder abuse and neglect vary
(Moon & Williams, 1993), many victims of elder abuse or neglect are reluc-
tant to voluntarily admit their plight, generally out of feelings of depen-
dency, embarrassment, and fear of abandonment. Friends and. relatives, if
there even are any besides the wrongdoers, are afraid to become involved.
The abusing or neglecting party is interested, of course, in having the acts
or omissions go undetected. For these reasons, all states have passed elder
abuse and neglect legislation, mandating or at least encouraging certain
categories of health care professionals, invariably including physicians, to
report to a specified public agency (ordinarily the state or local welfare
office, prosecutor, and/or police department) cases of suspected elder
abuse or neglect that come to their attention (Kapp, 1995b).
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Individual state statutes differ somewhat in their details. Some
statutes specify a particular minimum age for the protected population.
Other states have mandated reporting of adult abuse generally, unlimited
to a particular victim age cohort. Some state statutes (Colorado, Illinois,
New Jersey, New York, North Dakota, Pennsylvania, and South Dakota)
provide for voluntary rather than mandatory reporting. It is unclear
whether employees of the federal Department of Veterans Affairs (VA) are
covered by mandatory state reporting statutes; VA staff should seek legal
counsel from their institutions. States vary on the specific public agency
empowered to receive and investigate reports (Ehrlich & Anetzberger,
1991). In all states, a health care professional making a good faith report-
ing of reasonable suspicion of elder abuse, whether on a mandatory or
voluntary basis, is protected by specific statutory provisions against sub-
sequent legal charges of defamation or breach of patient or family confi-
dentiality. State legislatures continue to debate and enact refinements of
their adult abuse and neglect reporting and intervention (e.g., protective
services) statutory schemes. Bills also have been introduced and discussed
in Congress periodically for the creation of national requirements in this
field, but without action at this time. However, the Older Americans Act
(OAA) has authorized grant dollars for programs designed to prevent
elder abuse, 42 U.S.C. §3030.

The public policy justification for state reporting and intervention
statutes is the state parens patriae power. This is the inherent authority of
society to take measures to protect those individuals who cannot protect
themselves from harm. Parens patriae is the legal embodiment of the ethi-
cal concept of benevolence, or doing good for others.

Various groups and individuals have raised questions concerning the
actual effectiveness of mandatory elder abuse reporting requirements. Eric
Cassell (1989) has argued that law is a poor source of restraint on the pow-
ers of others over the helpless elderly,

Some critics have contended that the legislative response to the polit-
ical issue of abuse and neglect of older persons has developed without the
benefit of any systematic analysis of the theories of causation, study of
potential interventions and their risks and benefits, or appreciation of the
ethical dilemmas confronting practitioners attempting to respond to these
cases and laws (Vaughan & Ingman, 1989). Those making that accusation,
as well as other critics, have argued that such legislation is repugnant as
a violation of the older individual's fundamental right to autonomy or
self-determination because it entails uninvited state intervention into the
older person's life. The older victim, according to this view, has the fun-
damental right to choose to be abused or neglected. Commentators in
other democratic nations have pointed out the same legal and policy pre-
dicament (Freeman, 1989).
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This thesis is unconvincing when applied to the real life circum-
stances of those dependent and fearful older persons who suffer the
indignities and injuries of domestic violence. Elder abuse and neglect leg-
islation is a necessary and reasonable exercise of the parens patriae power
(T. L. Kramer, 1995; Velick, 1995).

In no way should we minimize the ethical dilemma facing health care
professionals as a consequence of laws that mandate or strongly encour-
age their active participation in forms of governmental intervention that
are expressly rejected by an older individual patient (Quinn, 1985). (This
struggle between patient autonomy and the societal urge to do good is dis-
cussed more fully in Chapter 8). Rather, the health care professional has an
ethical (as well as a legal) obligation to assure that the decisions of each
older patient have been made without coercion or undue interference and
competently. The patient's right to self-determination should not be used
as an excuse to ignore ongoing abuse and neglect. The process for working
with an unwilling patient, in this context and in many others, involves
great skill in persuasion and negotiation. Access and intervention must be
carefully finessed with both the older person and the caretaker/abuser,
neither of whom may desire help. Successful negotiation is facilitated by
emphasizing how the services will resolve unmet needs of the older per-
son while providing both support and continued involvement to the
stressed caretaker. Intervention should promote the least restrictive alter-
native to ongoing abuse and neglect while respecting the rights of the
older person to privacy and autonomy. Involuntary interventions like
guardianship should be employed only as a last resort (Schmidt, 1995).

As a matter of course, the health care professional must become famil-
iar with the particular reporting provisions currently in effect in the rele-
vant jurisdiction. Since virtually everywhere reporting is explicitly ordered
or at least permitted and encouraged under a grant of legal immunity from
claims of defamation or breach of confidentiality, the health care profes-
sional must develop and integrate into regular practice a systematic means
not only of identifying cases of suspected elder abuse and neglect but also
of reporting them to the designated public officials.

Besides relying in large measure on health care professionals to call
instances of possible elder abuse and neglect to its attention, the legal sys-
tem also needs medical aid in order to successfully resolve such cases and
to devise appropriate protective, supportive, and remedial responses.
Medical evidence, especially in the form of documentation in the patient's
chart, concerning the extent of the injuries suffered and the physical and
mental condition of both the victim and the putative abuser is given great
credence by the courts in adjudicating the most beneficial disposition in
elder abuse and neglect determinations. The health care professional's
role, thus, does not end with identification and reporting.
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Experience with health care professional performance in identifying,
reporting, and helping to resolve cases of suspected elder abuse and neglect
has so far produced a suboptimal record. Frequently blamed is the naive
worldview engulfing many physicians and other health care professionals.
It simply is difficult for a large number of health care professionals, who
come from middle-class backgrounds and embrace middle-class values, to
accept and deal with the very real phenomenon of domestic violence
directed at older family members (American Academy of Family Physi-
cians, 1994). Many health care professionals lack what one commentator
has aptly described as a "realization that [for the elderly] violence often
begins at home" (Vaisrub, 1981).

Even among health care professionals who are able to cope with this
reality, ignorance of or confusion about legal implications is prevalent
(Jones, Veenstra, Seamort, & Krohmer, 1997; Rosenblatt, Cho, & Durance,
1996). Yet there are those who are cognizant of their legal duties but still
decline, in large numbers, to become involved in the legal intervention
aspects of elder abuse and neglect. This may, in part, be because they are
generally uncomfortable with and resistant to legal issues and legal
processes, perceiving such matters to be foreign to their healer role and
exclusively belonging within the turf of the legal profession. Health care
professionals also may shy away from active involvement in cases of elder
abuse and neglect for fear of alienating the victim's relatives, who may be
perpetrators of or tacit accomplices to the victimization. The health care
professional may have a long-standing professional relationship with an
abused or neglected person's family, a relationship that the provider is
loath to jeopardize by embroiling family members in the legal process.

These factors influencing suboptimal health care professional per-
formance must be consciously confronted and overcome (Hazzard, 1995).
Certainly, some duties are owed to a family with whom a health care pro-
fessional has established a professional relationship. However, it must be
kept firmly in mind that the health care professional's primary obliga-
tions, of both the legal and ethical sort, are due to the individual patient
and to the larger society whose existence and functioning make the real-
ization of individual rights possible. These legal and ethical (T. F. Johnson,
1995) imperatives compel active and effective health care professional
involvement in the identification and reporting of cases of suspected elder
abuse and neglect, as well as in the processes of protection, support, and
rehabilitation of its victims and, where appropriate, its perpetrators (Ohio
State Medical Association, 1994). The formation of a durable professional/
patient relationship and a therapeutic alliance with the family are crucial
for success in the long-term management of older patients who are receiv-
ing inadequate or even harmful care at home.
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INTRODUCTION

Life is a series of decisions waiting to be made. Many of these decisions
become complex over time. And for each decision, there must be a deci-
sion maker,

Ordinarily, the person who will be most directly affected by a partic-
ular decision is the one who makes it. There are times, though, when that
individual is not factually and legally capable of making and expressing
difficult choices affecting his or her own life. In those instances, the legal
system may be called upon to empower one or more other persons to
make decisions on behalf of the incapacitated individual. This may be
accomplished through a variety of legal devices that vary in terms of their
degree of intrusiveness into personal autonomy. These legal mechanisms
include involuntary commitment to a public mental institution (or to a
private institution that is licensed by the state to accept involuntarily com-
mitted patients), involuntary guardianship, adult protective services, rep-
resentative payees and other money management services, and ordinary
and durable powers of attorney.

Factual and legal incapacity to make and express individual decisions
is a situation that affects older adults in disproportionate terms. The extent
of mental disorders in old age, representing decrements in both intellectual
and emotional functioning, is considerable. It is currently estimated that up
to 28% (Gatz, 1995) of the older population need mental health services,
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although the true extent of psychiatric need among older people probably
has not been fully documented. Mental illnesses escalate over the course of
a life cycle. The increase in incidence is marked, decade by decade, with
advancing age.

For some older persons, mental dysfunction may be a carryover from
earlier life. For most, though, mental health problems develop later in life
as a result of organic brain disorders (primary degenerative disorders or
multiinfarct dementia), paranoid disorders, drug reactions, or depression
or as the by-product of various physical illnesses. These problems may
take the form of cognitive impairment (dementia) in memory, attention, or
information processing; emotional lability (psychosis) often manifested as
aggression; or pseudodementia (depression).

The disproportionate representation of older persons among those
considered incapable of deciding questions for themselves is also a prod-
uct of the philosophical tension present between the beneficent motives of
an altruistic society and our respect for the right of the individual to make
personal decisions even if they are "unwise" or "foolish." Society seems
somehow unwilling to tolerate in an 80-year-old the same silly decision
that we would much more readily condone in a 30- or 40-year old. Thus,
an older individual is at a disproportionately high risk of becoming the
willing or unwilling "beneficiary" of one of the sorts of legal solutions
listed above. The older female is at particular peril, owing to the larger
number of women in the total population, the larger percentage of women
who live alone, and the traditional legal and social view of women as
dependent and unable to manage their own affairs.

Health care professionals serving older patients may be drawn into
and treated as essential participants in these legal processes, in a number
of different ways. Such involvement is nothing new (Pace & Sullivan-
Fowler, 1897/1997). This chapter discusses why and how health care
professionals become directly involved in legal matters concerning the
decision-making abilities and authority of their older patients.

INVOLUNTARY COMMITMENT

Introduction

Involuntary commitment sometimes is referred to as involuntary insti-
tutionalization, involuntary hospitalization, or civil commitment (to dis-
tinguish it from the criminal commitment that follows a finding of
incompetency to stand trial or a verdict of not guilty by reason of insan-
ity in a criminal proceeding) (Melton, Petrila, Poythres, & Slogogin, 1997).
It is one route by which a person may gain entry into a public mental
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health institution (or a private institution that is licensed by the state to
accept and be paid for treating involuntarily committed patients). It is a
route that disproportionately (Moak & Fisher, 1991) and often inappro-
priately affects older persons,

The phenomenon of involuntary institutionalization of older persons
has been exacerbated in the past four decades with a rise in the number of
patient transfers from nursing facilities (NFs) to mental health institutions,
occurring when the NF staff find the older patient "unmanageable" in the
NF setting. The behaviors that place the older NF patient at greatest risk
for involuntary commitment are hitting, yelling, wandering, smearing
excrement, and throwing objects (Moak & Fisher, 1990, 1991). Out of
necessity (because they are the placement site of last resort), public men-
tal institutions exhibit a significantly higher tolerance for deviance than
does the average NF. Thus, the intended beneficiaries of the much-
heralded deinstitutionalization movement of the 1970s (A. B. Johnson,
1990) frequently become the actual victims of the reinstitutionalization
and transinstitutionalization reality today.

Also relevant here are federal regulations (discussed in Chapter 9)
designed to implement the Nursing Home Quality Reform Act contained
in the Omnibus Budget Reconciliation Act (OBRA) of 1987, as amended by
OBRA1990; see §1919(e)(7) of the Social Security Act, 42 U.S.C. §1395r(e)(7).
A provision in this law attempts to address a long-standing concern
among patient advocates that NFs had not provided sufficient attention
and care to the needs of their mentally disabled patients—the complaint
that many NFs in effect simply warehoused such individuals without
appropriate treatment. This provision requires nursing homes to engage in
preadmission screening and annual resident review (PASARR) to assure
that individuals whose primary needs concern mental health are not con-
fined in NFs without appropriate treatment. The result has not always
meant better mental health treatment in NFs, as the law intends. Instead,
the unintended result in some cases has been the refusal of NF admission
for, or the involuntary transfer from NFs of, mentally compromised older
persons, who end up committed to public mental institutions where, at
least theoretically, proper mental health services are available.

Admission

A person also may gain admission to a public mental institution through
the process of voluntary hospitalization. Superficially, this represents
the free, competent, informed choice of the patient, but the "voluntary"
label frequently is misleading. First, a majority of the people presenting
themselves for voluntary admission to a public mental institution have
severe impairment of mental capacity, likely rendering the giving of truly
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informed consent difficult if not impossible. Additionally, the "free" nature
of the application is suspect when, as often happens, the individual accepts
voluntary hospitalization only in response to a threat of involuntary com-
mitment. Finally, it is doubtful whether the material risks and alternatives
are often adequately disclosed to a patient applying for admission to a pub-
lic mental institution.

Thus, for the health care professional serving older patients, the sim-
ilarities between voluntary and involuntary commitment generally are
more important than the distinctions. This was recognized by the U.S.
Supreme Court in Zinermon v. Burch (1990). In that case, the court ruled
that the state of Florida could be sued civilly for permitting an adult per-
son who was later held to be mentally incompetent to admit him/herself
"voluntarily" to a public mental institution without first explicitly ascer-
taining and documenting that the patient possessed sufficient cognitive
and emotional capacity to make an autonomous decision about his/her
admission (American Psychiatric Association, 1993; Hoge, 1994).

Every state has statutory and constitutional authority (Hermann,
1997; Perlin, 1994) to exercise its inherent police power to protect the gen-
eral health, safety, welfare, and morals of society by confining in public
mental health facilities those individuals who, by reason of mental illness,
pose an imminent, serious threat of danger to others. Many jurisdictions
require some concrete evidence of this likelihood, in the form, of an articu-
lated threat, an overt attempt, or the prior infliction of actual physical
harm on another.

Involuntary commitments also may be accomplished in most juris-
dictions (Perlin, 1994) under the state's inherent parens patriae power,
which is the power of society to protect those who cannot protect them-
selves. Relying upon ethical precepts of benevolence and safeguarding the
helpless, the standards ordinarily used to justify the exercise of the parens
patriae power are danger to oneself or need for care and treatment. In some
statutes, the terminology is "gravely disabled." Basing an involuntary
commitment on the parens patriae rationale requires a determination that
the person is mentally incapable of providing for his or her own basic life
requirements. Researchers have found that a "need for treatment" crite-
rion correlates with an older and more largely female patient population,
whereas a predominant "dangerousness to others" criterion tends to cor-
relate more with commitment of a younger, male-dominated population
(Segal, 1989).

The police power theory and the parens patriae theory, plus the cited
substantive standards they generate, may serve as the basis for an emer-
gency or nonemergency involuntary commitment of an older patient. State
laws provide for the short-term forced hospitalization of patients in an
emergency situation until a court hearing can be held. The period of time
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within which the hearing must be commenced varies among states but is
invariably limited to a few days. Usually, a physician must sign the emer-
gency commitment certificate, but some states require more than one
physician to sign. Some permit other agencies, such as the police or the
courts, to initiate the commitments when no physician is available. Psy-
chologists continue to lobby strongly for the power to commit patients
in many states. Ordinarily, the substantive criteria that must be met for
emergency commitment are identical to those required for court-ordered
commitment, namely, those criteria of dangerousness or need mentioned
previously.

After the expiration of an emergency commitment, a court of proper
jurisdiction can be petitioned for an order of indeterminate commitment.
Although this commitment is indeterminate in length, most states require
periodic review of its continued factual basis. A petition for indeterminate
commitment also may be filed even where there has been no preceding
emergency commitment. Depending on state statute, the formal hearing
may be conducted in a district, superior, family, or probate court or (in a
few jurisdictions) before an administrative board or hearing officer.

A variety of procedural safeguards, mandated by federal or state con-
stitutional due process or equal protection clauses or created by state
statute or judicial decision, characterize the civil commitment process (Per-
lin, 1994). Most states guarantee the individual the right to have a jury
decide on the issue of commitment, although in the majority of cases this
right is waived or voluntarily given up, and the case is tried instead before
a judge sitting as decider of both law and fact. The state has the burden of
proof in these situations. The standard of proof is "clear and convincing"
evidence (roughly 75 chances out of 100 that the individual is mentally ill
and dangerous to self or others or in need of treatment) as a constitutional
minimum (Addington v, Texas, 1979). Several states, though, have chosen to
adopt a "beyond a reasonable doubt" (approximately 90-95 chances out
of 100) evidentiary test.

Involuntary commitment does not, as a matter of law, automatically
equal a loss of all personal decisional authority for the patient. Put differ-
ently, the substantive criteria for commitment are not synonymous with the
criteria for a finding of incompetence to make medical or other decisions.
Unless a court specifically finds that the patient lacks decisional capacity
(discussed below, under "Guardianship"), he or she retains the right to
make medical and other choices as a matter of constitutional due process
and equal protection and common law informed consent, despite a civil
commitment status.

The other side of the coin is that being found in need of a guardian-
ship (see below) does not necessarily mean that a person satisfies the legal
criteria for involuntary commitment. In most states, a court-appointed
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guardian may not "voluntarily" commit a nonconsenting ward to a pub-
lic mental institution (English, 1996); rather, the guardian must petition the
court for involuntary commitment of the ward.

Intrusions by the government into individual freedom must be based
on the least restrictive alternative principle under the constitutional due
process requirement first set forth by the Supreme Court in Shelton v.
Tucker (1960). Hence, there has been a limited trend in recent years
toward outpatient civil commitment (Torrey & Kaplan, 1995). Under this
approach, an individual who is found to satisfy the criteria for commit-
ment may be ordered by the court to comply with an outpatient treatment
regimen as a condition of not being placed involuntarily inside a public
mental institution (Slobogin, 1994), The outpatient commitment option
owes its appeal both to respect for patient autonomy to the maximum fea-
sible extent and to lower costs of care in the community, compared with
institutional commitment. Evidence regarding the effectiveness of out-
patient civil commitment as a viable alternative to hospitalization is still
being collected and analyzed (Munetz, Grande, Kleist, & Peterson, 1996;
Swartz et ai, 1995).

Some have argued (Spring, 1987) that the same procedural due process
safeguards that accompany civil commitment ought to accompany the
admission of a person to a NF, on the theory that both situations involve a
form of coercive placement. Thus far, this extension of the legal adversary
system has not been adopted by courts or legislators, and guardians and
other legally authorized substitute decision makers currently have the
power to admit a mentally incompetent individual to an NF without spe-
cific prior judicial approval (Kapp, 1998d).

Role of the Health Care Professional

The initial role of the health care professional is to help determine whether
an involuntary commitment proceeding should be initiated. The health
care team, particularly the physician, is responsible for the initial eval-
uation of the patient's mental capacities and deciding whether the legal
criteria for involuntary commitment in that state are met by the particular
patient. The health care professional must identify and evaluate less
restrictive alternatives to involuntary commitment that are available and
are likely to accomplish the objectives of protecting the community
and/or protecting and treating the patient. The health care professional
must counsel the patient, family, law enforcement officials, and other con-
cerned parties to assure that an involuntary commitment petition is filed
only as a last resort after community resources have been explored and
ruled out or exhausted.
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Once an involuntary commitment action has been initiated against an
older person, the role of the health care professional is central. First, as
already noted, an emergency commitment petition usually must be accom-
panied by documentation prepared by a physician or psychologist certify-
ing that the patient meets that state's criteria for commitment. In many
jurisdictions, when the petition for court-ordered commitment is filed sub-
sequent to or in lieu of the emergency commitment, it must also include the
health care professional's certification of dangerousness or need. The health
care professional's involvement in this aspect of the process usually is
invoked by family members who are seeking commitment of an older rel-
ative or by an NF administrator who is seeking commitment of a trouble-
some patient. Thus, the health care professional with older patients must be
thoroughly conversant with the involuntary commitment standards oper-
ating in his or her particular jurisdiction.

Second, the health care professional has a vital contribution to make
during the actual prosecution or defense of a commitment proceeding
before a judge or jury. This contribution may be coaxed forth either by the
party (or parties) attempting commitment or by the patient, depending on
the perceived clinical opinion of the health care professional concerning
the propriety of commitment. A party in an involuntary commitment trial
(ordinarily, the state and family and/or NF administrator are on one side,
and the patient is on the other) is virtually precluded from succeeding
unless it presents expert medical testimony to bolster its position.

The expert evaluators/witnesses relied upon frequently are special-
ists in psychiatry. However, another type of health care professional (such
as the person's primary care physician, gerontological nurse, psycholo-
gist, or social worker), who has had a long-standing relationship with the
older individual (and quite possibly with the family), often is in a better
position to provide meaningful information to the court concerning the
patient's condition, needs, and circumstances than is a new psychiatrist
brought in specifically for purposes of the legal proceedings. For this
reason, attorneys, judges, and juries generally prefer the live testimony of
a litigant's personal health care professionals when such testimony is
obtainable. These professionals should work closely with the attorney for
the party soliciting their testimony in preparing for the court appearance,
particularly to anticipate possible lines of questioning that may be pur-
sued by opposing counsel during cross-examination.

Third, the imposition of an involuntary commitment is never final
and unreviewable. The status of one who has been involuntarily commit-
ted must be reviewed periodically and the person released if the statutory
commitment standards are no longer met. Evidence—in the form of
written reports or live testimony given before a judge or hearing board by
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health care professionals familiar with the older patient—is imperative for
a meaningful review of commitment. The individual's health care profes-
sionals arguably have a duty, after commitment, to try to rehabilitate the
patient. Assuming this clinical endeavor is partially or fully successful, a
health care professional's stated assertion verifying the favorable effects of
treatment is essential to the physical transfer or discharge of the patient to
the least restrictive environment consistent with the individual's needs
and the protection of society. The health care professional can be valuable
in assisting to identify and secure an adequate community placement at
this point.

Problem Areas

Many health care professionals feel psychologically uneasy about partici-
pating in the involuntary commitment process and attach low priority to
its place in their clinical practices. Dealing with the issues raised by this
process and with the types of patients who present them is not especially
pleasant or glamorous work. It also is excruciatingly difficult work intel-
lectually, as numerous (but not unanimous; see Mossman, 1994) descrip-
tions in the literature of the unreliability of "scientific" predictions of future
dangerousness illustrate (Lidz, Mulvey, & Gardner, 1993). Advocates for
older clients facing the threat of involuntary commitment have found fault
with the performance of their clients' health care professionals on a number
of counts (Kapp, 1982). Many of these criticisms are equally relevant to the
discussion of guardianship that appears in the next section.

First, some of the more outspoken advocates accuse health care pro-
fessionals of improperly colluding with relatives or institutions to have
older patients institutionalized when such a disposition is not justified by
the facts or the law. In, such situations, the commitment action is motivated
by some force other than concern for the patient's well-being, like a con-
cern for the convenience or pecuniary gain of the relatives or institutions.
The health care professional must keep firmly in mind the primary ethical
and legal allegiance owed directly to the patient, an allegiance that may be
overridden only when the professional is clearly satisfied that the factual
and legal criteria for commitment are present.

Most complaints by patient advocates, however, do not allege pur-
poseful wrongdoing on the health care professional's part. Rather, they
center on the professional's ignorance of the applicable legal criteria and
standards of proof regarding involuntary commitment and the resultant
rendering of opinions in the form of conclusory diagnostic labels rather
than as evaluations and explanations of functional capacity. The diag-
nostic conclusions alone, comprehensible only to medically educated pro-
fessionals (a fraternity that does not include in its number many practicing
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attorneys or jurists), are insufficient to adequately answer the legal ques-
tions arising in commitment proceedings. Health care professionals must
explicitly describe the basis and reasoning underlying their conclusions in
order to translate their judgments into useful evidence relevant to the
applicable legal criteria and standards.

A further charge is that many health care professionals seem unfamil-
iar with and uninterested in noninsritutional alternatives for their older
patients who are unable to care for themselves totally. Specifically, it is
claimed that many health care professionals participate in the placement of
older patients in public mental institutions—or more frequently, in NFs—
in concert with the individual's attorney, clergyman, or friends, precipi-
tously and without adequate exploration of available community-based
options. A number of sources have suggested that much institutionaliza-
tion of older persons is unwarranted and that health care professional bias
is at least partially responsible for this phenomenon. At the least, the health
care professional should be well acquainted with the potential adverse clin-
ical consequences of involuntary commitment.

GUARDIANSHIP

Introduction

Every state has enacted statutes that empower the courts to appoint a
substitute decision maker with authority to make decisions on behalf of
a mentally incompetent ward. (For a list of state statutes, see Table 8,1), As
explained below, the terminology for this court-appointed substitute deci-
sion maker varies among jurisdictions; the most common term, "guardian,"
will be employed here.

Guardianship statutes are an example of the state's inherent parens
patriae power to protect those who cannot take care of themselves in a
manner that society believes is appropriate (Hull, Holmes, & Karst, 1990).
The origins of some form of guardianship based on the benevolence of
the state stretch back as far as 13th-century England and beyond (Neuge-
bauer, 1989).

Most state guardianship statutes are similar in content because they
generally are based on the Uniform Probate Code (UPC), Article 5, pro-
duced by the National Conference of Commissioners on Uniform State
Laws (NCCUSL). At the same time, variations in both the letter of the law
and its application exist across the United States (T. F. Johnson, 1990), so
knowledge of the specific law in one's own jurisdiction is imperative. These
variations have prompted calls for and the introduction of federal legis-
lation compelling states to enact certain minimum procedural protections
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TABLE 8.1 State Statutory Authority for Guardianship

Alabama Code §§ 26-1-1 to 9-16
Alaska Stat, §§ 13.26,005 to .410
Arizona Rev. Stat. Ann. §§ 14-5301 to 5607
Arkansas Stat. Ann. §§ 28-65-101 to 67-111
California Prob. Code §§ 1400 to 3803
Colorado Rev. Stat.§§ 15-14-301 to 432
Connecticut Gen. Stat. Ann. §§ 45-70 to 77
Delaware Code Ann.tit. 12 §§ 3701 to 3997
District of Columbia Code Ann. §§ 21-2001 to 2077
Florida Stat. Ann. §§ 744.101 to 747.531 (West)
Georgia Code Ann. §§ 29-2-1 to 8-7
Hawaii Rev. Stat. g§ 560:5-101 to 430
Idaho Code §§ 15-5-101 to 432
Illinois Ann. Stat.ch.110 l/2,para. lla-1 to 22
Indiana Code Ann. §§ 29-3-1-1 to 15
Iowa Code Ann. §§ 633.566 to .682
Kansas Stat. Ann. §§ 59-3001 to 3038
Kentucky Rev. Stat. Ann. §§ 387.500 to .990
Louisiana Civ. Code Ann. art.389 to 426, La. Code Civ. Proc. Ann. art.4541

to 4557
Maine Rev. Stat. Ann. tit. ISA, §§ 5-101 to 432
Maryland Est. & Trusts Code Ann. §§ 13-201 to 806
Massachusetts Gen. Laws Ann. ch.201, §§ 1 to 31
Michigan Cornp. Laws Ann. §§ 27.5401 to 5461
Minnesota Stat. Ann. §§ 525.539 to .614
Mississippi Code Ann. §g 93-13-121 to 267
Missouri Ann. Stat. §§ 475.010 to .340
Nebraska Rev. Stat §§ 30-2617 to 2661
Nevada Rev. Stat. §§ 156.013 to .215
New Hampshire Rev. Stat. Ann. §§ 464-A;l to :44
New Jersey Stat. Ann. §§ 3B:1-1 to 4:83-12
New Mexico Stat. Ann. §§ 45-5-301 to 432
New York Ment. Hyg. Law §§ 81.01
North Carolina Gen. Stat. §§ 35-A-1101 to 1217
North Dakota Cent. Code §§ 30.1-26-01 to 29-32
Ohio Rev. Code Ann. §§ 2101.01 to .51
Oklahoma Stat. Ann. tit. 30, §§ 1-101 to 5-101 (West)
Oregon Rev, Stat. §§ 126.003 to 126.396
Pennsylvania 20 Pa. Cons. Stat. Ann. §§ 5501 to 5537
Rhode Island Gen. Laws §§ 33-15-1 to 45
South Carolina Code Ann. §§ 62-5-301 to 432
South Dakota Codified Laws Ann. §§ 30-26-1 to 29-52
Tennessee Code Ann. §§ 34-2-101 to 4-213

(continued)
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TABLE 8.1 (continued)

Texas Prob. Code Ann, art. 108 to 1300
Utah Code Ann. §§ 75-5-301 to 433
Vermont Stat. Ann. tit. 14, §§ 2671 to 3081
Virginia Code Ann. §§ 37.1-128.01 to 142
Washington Rev. Code Ann. §§ 11.88.005 to .92.190
West Virginia Code §§ 27-11-1 to 44-10A-6
Wisconsin Stat. Ann. §§ 880.01 to .39
Wyoming Stat. §§ 3-1-101 to 4-109

for wards and proposed wards, at least when someone other than a family
member is the potential or actual guardian; federal legislation on this point,
however, has not been enacted yet.

Another set of problems regarding multiple state laws occurs when a
court attempts to impose a guardianship on a ward who has ties to more
than one state. In response, some have proposed a uniform guardianship
jurisdiction act and a national guardianship registry (Johns, Gottlich, &
Carson, 1992).

Like involuntary commitment, guardianship is a legal device that dis-
proportionately affects older persons (Weiler, Helms, & Buckwalter, 1993),
especially those residing in institutions (Bulcroft, Kielkopf, & Tripp, 1991).
An impressive segment of older persons in the United States have a
guardian or its equivalent (Center for Social Gerontology, 1994a). Studies
have found that psychiatric consultations regarding mental capacity are
requested most often for older patients with organic mental disorders,
particularly when the patient's capacity to make health care decisions is
called into question because the patient has attempted to refuse treatment
(Mahler, Perry, & Miller, 1990).

The number of guardianship petitions filed has increased sharply
(Felsenthal, 1994) as standards for involuntary commitment have become
more stringent, as families (especially extended families) break down and
are less able to provide informal care management for the impaired elder,
and as health and human services providers become more concerned
about their own legal responsibilities and exposure. Guardianship usually
is a somewhat less serious invasion of individual autonomy than is com-
mitment because ordinarily it does not (but sometimes does) entail coerced
confinement in a total institution, such as a nursing home (Lamb & Wein-
berger, 1992, 1993). Guardianship does, however, constitute a major
restriction on the fundamental liberties of the older man or woman con-
cerned (Schmidt, 1995), and many of the associated legal problems are
similar to those surrounding commitment.
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Health care professionals usually employ the terms "capable" or
"having capacity" to describe patients who, in the clinician's professional
judgment, ought to be permitted to make their own medical {and other)
decisions (Stollerman, 1989). The terms "incompetent" or "incompetence"
refer to a court's formal ruling on the decision-making status of an indi-
vidual in the context of a guardianship proceeding (Anderer, 1990).

Every adult person is presumed to be legally competent to make
individual decisions in life. This presumption may be declared invalid,
and a substitute decision maker may be appointed only upon a sufficient
showing that the individual is mentally unable to participate authen-
tically and self-sufficiently in a rational decision-making process. A legal
finding of incompetence signifies that a person, because of a lack of capac-
ity to contemplate choices rationally, cannot care adequately for person or
property.

Determination of Incapacity/Incompetence

Although this still is an extremely unclear area of the law, several spe-
cific criteria for incompetence may be distilled from the medical and
legal literature or may be inferred from judicial commentary or statutory
enactments or proposals. The UPC (chap. 5, §1-201 [7]) and the Uniform
Guardianship and Protective Proceedings Act define an "incapacitated
person" as one

who is impaired by reason of mental illness, mental deficiency, physi-
cal illness or disability, advanced age, chronic use of drugs, chronic
intoxication, or other cause (except minority) to the extent of lacking
sufficient understanding or capacity to make or communicate respon-
sible decisions,

In the past decade or so, several stales have made substantive changes in
their guardianship laws. The newer statutes substitute, in place of tradi-
tional definitions of incompetence that rely heavily on labels, a reliance on
more objective standards designed to focus on the individual's functional
ability to manage personal care or finances on a daily basis—that is, they
focus more on the person's ability to meet basic needs rather than on his or
her diagnostic "condition" (Wang, Burns, & Hommel, 1990). This funda-
mental approach recognizes that, precisely because impairments, abilities,
and disabilities vary widely within each diagnostic category, assignment
of a particular diagnosis does not imply a specific level of impairment.

Literature on the concept of competence to make life decisions
(which, incidentally, should not be confused with the concept of insanity,
which is concerned with the legal responsibility of an individual for a
criminal act that he or she has done) is voluminous and varied. Numerous
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constructs of the concept and how it should be assessed have been pro-
posed, both in the United States (Berg, 1996; Janofsky, McCarthy, & Fol-
stein, 1992; Kapp, 1996b; Sabatino, 1996; Tombaugh & Mclntyre, 1992) and
abroad (Gunn, 1994; Jones & Keywood, 1996). These proposals are varia-
tions, with differing combinations and emphases, on the following basic
questions (Gutheil & Appelbaum, 1991; Roth, Meisel, & Lidz, 1977):

1. Can the person make and express any choices concerning his or her
life?

2. Are the outcomes of these choices "reasonable"?
3. Are these choices based on "rational," or realistic, reasons?
4. Is the person able to understand the personal implications of the

choices that are made?
5. Does the person actually understand the implications of those

choices?

These questions may be broken down into two elements (Beck, 1987).
First, does the individual have the capacity to assimilate the relevant facts,
and second, can the patient appreciate or rationally understand his or her
own situation as it relates to the medical facts?

The items of inquiry suggested by various commentators on the com-
petence issue are interrelated and complementary but by no means syn-
onymous, and the particular item or items upon which the health care
professional principally focuses frequently will determine the clinical
opinion reached and rendered. Put more simply, these questions are dis-
tinct, and the one chosen will likely determine the answer given. The more
thoughtful analyses urge that emphasis not be placed on the "objective"
nature or outcome of the specific decision made by the patient (and there-
fore not on whether the health care professional personally agrees with the
wisdom or disagrees with the folly of that choice) nor on the membership
or categorization of the patient within a specific grouping based solely on
the patient's clinical label (e.g., depression, dementia, mental retardation).
Rather, the determination of capacity ought to be founded on the func-
tional ability of the individual patient and the subjective thought process
actually followed in arriving at a "good" or "bad" decision.

There are profound philosophical considerations at work here. When
we say that someone is mentally incompetent, we are not simply describing
a relative lack of ability. We are also making a moral claim (Cohen, 1996)
that some special regard is due that person, that we ought to treat the per-
son with more care and concern than we give to others, that we ought to do
something about his or her lack of autonomy, or that the lack of autonomy
has implications for what we can reasonably expect of the person (Kauf-
man, 1995; Reynolds, 1995). To say that a person is legally incompetent
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implies that the individual is below some minimum level of capacity and
range of opportunity, not simply that the person has less capacity and
opportunity than certain other people. Such a statement requires individu-
alized assessment of each potential ward and a resistance of the ageist
stereotypes that have sometimes been detected in both medical and judicial
(Bulcroft et ai, 1991; Johns, 1997) practice.

Role of the Courts

In light of the foregoing discussion, state guardianship statutes contain a
two-step definition of competence (Anderer, 1990). In this manner, they
parallel involuntary commitment statutes. First, the individual must fall
within a particular category such as old age, mental illness, or develop-
mental disability. Second, the individual must be found to be impaired
functionally—that is, unable to care appropriately for person or prop-
erty—as a result of being within that category. Incompetence cannot be
equated with the categorical condition (such as advanced years) alone,
so the determination of functional, behavioral, or adaptive disability is
essential. This requirement is emphasized in those states whose statutes
restrict eligibility for guardianship to those who are "gravely disabled" or
the equivalent.

A court (designated in various states as the probate court, orphans'
court, county count, chancery court, circuit court, surrogate's court, or
superior court) appoints a guardian (referred to in a few jurisdictions as a
conservator or a "committee," even if only one person is appointed) as
substitute decision maker for an incompetent person. That incompetent
person for whom a guardian is appointed is a "ward," and the relationship
between the guardian and ward is "guardianship."

There has been a strong movement in the past decade and a half
toward seriously strengthening the procedural protections available to
prospective wards (Tor & Sales, 1994). This trend toward guardianship
reform in the direction of patients' rights is intended to prevent involun-
tary guardianship from being imposed prematurely or inappropriately,
to force a consideration of less intrusive alternatives, and to limit the
authority and increase the monitoring of guardians. The trend is inter-
national in scope (Eekelaar & Pearl, 1989). In some countries (e.g., Great
Britain), though, a beneficence model of guardianship still prevails
(Barnes, 1992).

In 1987, the Associated Press (AP) conducted and published a series
of articles based on a nationwide survey of guardianship practices in the
courts. The AP found "a dangerously burdened and troubled system that
regularly puts elderly lives in the hands of others with little or no evidence
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of necessity, then fails to guard against abuse, theft, and neglect," Largely
in response to this study (ABA Commissions on the Mentally Disabled
and on Legal Problems of the Elderly, 1989), many U.S. jurisdictions
amended their guardianship statutes to create or enhance requirements
concerning court-appointed counsel with adversarial duties (Pecora,
1990), notice, hearing, personal attendance of the proposed ward at the
hearing, standard of proof (varying among states from a preponderance-
of-evidence test to a higher standard of clear and convincing evidence to
the strictest test: beyond a reasonable doubt), contents of the petition, and
more specificity in the court order finding the ward incompetent and
appointing the guardian (Hommel, 1996; Wood, Stiegel, Sabatino, & Edel-
stein, 1993). In a majority of states, statutes allow for the relaxation of nor-
mal procedural requirements to permit the appointment of a temporary or
emergency guardian when there is an immediate life-threatening situation
or when a permanent guardian can no longer serve. At least one court has
found a state's emergency guardianship statute to be constitutionally sus-
pect (Grant v. Johnson, 1991). Time limits for emergency guardianships
vary among the states from 30 days to 6 months.

The guardian who is appointed ordinarily is a private person (rela-
tive, friend, attorney) or institution (bank or trust company); approxi-
mately 75-85% of all guardians are family members of the ward (Iris,
1988). Many state statutes establish procedures for competent adults to
nominate in advance the person they wish to serve as guardian for them in
the event that guardianship is ordered, and courts are required to afford
strong deference to these preferences. This process of advance nomination
of guardianship is related to but distinct from the durable power of attor-
ney concept that is discussed below.

In many cases, though, as the human age span expands and marriage
and childbearing patterns change, many older individuals are left without
anyone willing to act as a surrogate decision maker (Kapp, 19951). In
response to this unhappy phenomenon, a number of states have devised
some form of "public guardianship" system under which a government
agency, either directly or through contract with a for-profit or nonprofit
organization, functions in the guardian role as a last resort for a ward who
has no one else (Siemon, Hurme, & Sabatino, 1993). In many parts of the
United States, a number of private corporations, both proprietary and
nonprofit, offer their services as guardians directly to the courts; some of
these organizations run on fees collected from the wards' estates for their
management services, and some of them depend for their operation on
private fundraising activities. As a true last resort for a ward who lacks
available, willing family and friends in an area where there is neither a
public guardianship system nor private guardianship organizations, the
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judge hearing the guardianship system may be able to cajole a local attor-
ney to take on guardianship responsibilities.

A court may confer different types of powers on a guardian. Plenary
power is complete authority over the ward's person and estate, encom-
passing virtually every element of the ward's life. The plenary guardian
may make decisions in three broad areas: (1) disposition of the ward's
financial assets and income; (2) where and with whom the ward will
reside (including the question of NF placement or the initiation of in-
voluntary commitment proceedings; and (3) granting or withholding
of authorization for medical treatment of or biomedical or behavioral
research on the ward.

Alternatively, guardianship powers may be restricted to control of
the ward's estate. In this event (in many states, termed "conservatorship"),
the guardian of the estate (or conservator) may make decisions only about
the ward's financial assets—real and personal property—and income
(Zimny, Diamond, Mau, Law, & Chung, 1997). The court may also appoint
a "guardian ad litem" who has authority to represent the ward only in a
particular legal proceeding (Frank, 1993) (e.g., a request for authority to
terminate life-sustaining medical intervention; see Chapter 11).

Courts and legislatures traditionally have treated mental competence
as a unitary, all-or-nothing concept, even though an older person's func-
tional capacity may wax and wane from time to time and vary widely
depending on the kind of choice facing the individual and various envi-
ronmental factors. In recognition of this clinical reality, all states now allow
the consideration and granting of "limited" or "partial" guardianship, in
which the court very explicitly delineates the particular and exclusive types
of decisions that the ward is incapable of making and over which the
guardian may exercise proxy authority, with remaining power residing
with the ward (Hurme, 1994). Limited or partial guardianship statutes may
be permissive, allowing but not requiring courts to carefully tailor the
guardian's powers to the ward's needs, or they may mandate that the pow-
ers of the guardian be drawn as narrowly as possible. Even in the absence
of specific enabling legislation, state courts have general equity jurisdiction
to create limited or partial guardianships sua sponte (on their own initia-
tive). One salutory by-product of limited or partial guardianship should be
courts doing a better job of documenting and demonstrating with specificity
and detail the functional abilities and inabilities of the ward, rather than
engaging in the shortcut of vague and conclusory statements in the legal
record (Bulcroft et al., 1991). To date, however, courts have not utilized
the partial guardianship offer very much (Keith & Wacker, 1992). Some
have suggested that modest use of the limited guardianship option by the
courts is a good thing, on the theory that too much reliance on limited
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guardianship could easily lead to inappropriate guardianships being
imposed on persons who do not really need this level of protection
(Schmidt, 1996),

As discussed in Chapters 3 and 12 (on informed consent and re-
search, respectively), a health care professional relying on the authoriza-
tion of a limited or partial guardian for medical treatment of or research
on a ward must carefully ascertain the exact nature and limits of the pow-
ers that the court has conferred on that guardian. In some states, even a
plenary guardian may have far less than total prerogative in the medical
decision-making sphere, based on specific statutory or judicially imposed
restrictions.

Any ward, but especially one for whom a plenary guardian is
appointed, suffers a devastating deprivation of decision-making authority.
Among numerous other rights, the ward may lose the right to enter into a
binding contract, to vote, to hold public office, to marry, to hold a license
(such as a motor vehicle driver's license), to execute a will, to hold and dis-
pose of real and personal property, and to sue and be sued in the courts.
Consequently, it is important for judges to be flexible in fashioning reme-
dies for incapacitated older persons, choosing from among a variety of
reasonable alternatives that have been identified (Center for Social Geron-
tology, 1994b). The key to linking the person to the appropriate interven-
tion, if any (e.g., some older persons who can make their own decisions
may need help to remember to comply with those decisions [Fitten, Cole-
man, Siembieda, Yu, & Ganzell, 1995]), lies in the comprehensive func-
tional assessment and the role of involved health care professionals
(Nolan, 1990), as discussed below,

Motives of Guardians

There are basically two types of motives for initiating judicial appoint-
ment of a guardian for another individual. The first type is altruism, a sin-
cere desire to protect and benefit a human being who needs help. Thus, the
demand for guardianship often is generated by members of the helping
professions, social agencies, and private citizens (relatives or friends) who
seek a workable legal method for assuming control over the personal or
financial affairs of a disabled individual. Legal advocates for the aged gen-
erally acknowledge that many guardianships are sought on the basis of
genuinely held beneficent motivations and real patient need. In such cases,
after independent investigation has convinced them of the older person's
clear incapacity to function at an acceptable level in essential matters and
of the integrity of the proposed guardian, even the most zealous advocates
rarely oppose the imposition of a guardianship, and often they will work
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with the guardian in planning for and managing the ward's affairs. In
certain cases, the older person's legal representative actually may partic-
ipate in initiating the guardianship proceeding, although this practice
raises certain questions about legal ethics and conflicts of interest (Barnes,
Frolik, & Whitman, 1997; Rein, 1998).

The second kind of motivation is more pragmatic; guardianship may
be sought for the primary purpose of benefiting a service provider, for
example, a health care professional, NF, or hospital. Such providers may
use the guardianship structure to definitively establish a party who is
responsible for paying for services used by the ward and who is legally
capable (in most cases; see earlier notation in this chapter on limitations)
of giving binding informed consent for medical treatment. Concern about
the legal validity of informed consent and changes in residential place-
ments may increase the incidence of guardianship petitions. Some health
care professionals and facilities currently refuse to accept a questionably
competent patient without the presence of a legally appointed guardian to
guarantee financial reimbursement and treatment permission (Kapp,
1998d). Durable powers of attorney (discussed below) and family consent
statutes enacted in over thirty states (see Chapter 11) are responses to the
problem of the incapacitated older patient, designed to avoid the need
and motivation for invoking the formal guardianship process.

Nonetheless, the desire for assurances of payment and of adequate
consent are quite understandable when the proposed ward actually is
incapable of rationally making and communicating life-affecting decisions
and needs a proxy decision maker to deal with life's vicissitudes. That is
not always the case, however. When, for instance, the incompetence deter-
mination is requested just so that an unconsenting patient may be invol-
untarily subjected to medical treatment or research and the functional
criteria of incompetence are not clearly present, guardianship deriving
from this type of motivation has been criticized as an illegitimate intrusion
into personal autonomy (Regan, 1981). In such circumstances, advocates
working on behalf of the older patient should be vigorous in opposing the
guardianship petition.

The American Bar Association (1989) is on record with

a guiding principle [that] guardianships should not be used in cases in
which, but for the needs of the third party, there would be no reason for
guardianship. Guardianship should be viewed as a measure of last
resort. Thus, there should be sufficient available alternatives so that
guardianship will be used only in those cases in which it clearly benefits
the ward [emphasis in original]).

Most commentators endorse a preference for extrajudicial (i.e., outside the
court system) surrogate decision-making arrangements and relegation of
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formal guardianship proceedings—-with their attendant financial, time,
and emotional (Winick, 1995) costs—to last-resort status (Center for Social
Gerontology, 1996; Herr & Hopkins, 1994; Kapp, 1994c, 1996a).

Even assuming praiseworthy motivation, lack of reasonable, less
restrictive alternatives, and guardianship imposition based on a fair and
accurate application of facts to law, the preferences of the older ward do
not automatically become irrelevant. On the contrary, even though the
ward is disempowered to make binding legal decisions, expressed prefer-
ences still should be sincerely sought out and respected to the maximum
extent feasible (Rein, 1992), When the health care professional's conduct is
based on choices signifying both the consent of the guardian and the
assent of the ward, the interests of both therapy and individual autonomy
are best served.

Role of the Health Care Professional

Health care professionals, particularly the physician, serving older patients
will and should be intimately involved in any guardianship activity con-
cerning those patients. The modes of involvement are several.

First, health care professionals are a potentially important source for
identifying those older individuals who lack the functional capacity to
handle their own affairs and who legitimately need the assistance of a
proxy decision-maker. Many such older people, especially those without
substantial estates, currently fall between the cracks of the social service
system and suffer without basic human protections. The health care pro-
fessional, because of a unique and intimate relationship with the patient,
is in an unparalleled position to recognize and do something about fun-
damental patient social and legal needs at an early stage. Often, the capac-
ity issue arises for the first time in the context of securing consent for some
proposed medical procedure.

As noted in Chapter 7 ("Elder Abuse and Neglect") and in the "Pro-
tective Services" portion of this chapter, the states have passed reporting
laws that either require or allow physicians, as well as certain other health
care professionals, to notify a specified state or county agency whenever
they become aware of an individual in need of external intervention. Yet
physicians make a disproportionately small percentage of reports of elder
abuse and neglect. This limited physician involvement is consistent with
the claims of some authors that physicians often superficially overlook
certain forms of mental incapacity in older persons (Fitten, Lusky, &
Hamann, 1990; Mahler et al., 1990).

However, as noted elsewhere, even when mental impairment is
detected in the older patient, the ensuing result usually need not be a
guardianship petition. Health care professionals should work with the

Involuntary Commitment and Guardianship 119



patient, family, and other involved parties and agencies to identify and
explore available alternatives, in terms of substitute decision-making
arrangements and community resources, to divert the patient away from
the formal judicial system.

Second, once formal guardianship proceedings have been initiated,
the health care professional will, as a matter of course, be asked for a
medical evaluation of the proposed ward and a professional opinion
regarding the necessity of guardianship. This request may emanate from
the attorney representing the party seeking guardianship, the patient's
attorney, or both. The court also may seek out an expert evaluation on its
own initiative. In this regard, although it is normally a physician, partic-
ularly a psychiatrist, whose opinion is solicited, the valuable input of
other health care professionals should not be overlooked (Melton et al,
1997), Terribly underused, for example, are nurses, whose informational
contribution, both directly and through their written treatment notes,
should be sought out and carefully taken into account at many points in
the guardianship process.

A number of commentators (Coker & Johns, 1994; Hull et al., 1990}
have suggested broad input by an array of health and social service
providers. This array would bring complementary perspectives to a holis-
tic evaluation both of the patient's abilities and of his or her environment
(including the family) that may support or impinge on the patient's capac-
ity to function. Guardianship reform legislation enacted in the past decade
in several states encourages and in some cases requires the involvement of
professionals in addition to the physician in evaluating the proposed
ward's functional capacity (Hommel, 1996). A number of state statutes
provide for the appointment of a "visitor," whose role it is to meet the
proposed ward and prepare a report for the court that supplements the
formal assessment and provides more information about the proposed
ward's living situation and about the changes proposed by the petitioner,
These developments suggest that functional assessment of an older per-
son for guardianship purposes is likely to become more and more a com-
prehensive team effort rather than a form-completion exercise by a single
physician. Indeed, a comprehensive functional assessment of an older
person (Nolan, 1984,1990) virtually demands the active input of commu-
nity health nurses, social workers, occupational and physical therapists,
mental health workers, and gerontological specialists, in addition to the
physician.

Sometimes the health care professional is asked to issue an opinion
based exclusively on past contact with and observation of the proposed
ward, plus a thorough review of the patient's medical chart. Often, the
professional will need to conduct further examinations to establish a firm
predicate for a defensible opinion. In either event, there are a multiplicity
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of separate but interconnected factors that the conscientious health care pro-
fessional must consider in formulating a recommendation for the most ben-
eficial resolution of the impaired older person's needs (Thomas, 1994).

As a starting point, a comprehensive psychological history and exam-
ination of the proposed ward is needed (Gutheil & Appelbaum, 1991), A
complete and orderly mental status examination for guardianship pur-
poses should include, minimally, the following elements: (1) an evaluation
of the patient's orientation to person, place, time, and situation; (2) a test
of recent and remote memory and logical sequencing; (3) an assessment of
intellectual capacity, that is, ability to comprehend abstract ideas and to
make a reasoned judgment based on that ability; (4) an assessment of
mood and affect, noting particularly suicidal ideation; (5) an examination
of the content of thought and perception for delusions, illusions, and hal-
lucinations; (6) an inspection of visible behavior, noting agitation and anx-
iety, as well as appetite, eating habits, and sleeping patterns; and (7) a
review of past history for evidence of a psychiatric disturbance that might
affect the patient's current judgment. Findings derived from the psychi-
atric evaluation must be correlated with the previously described func-
tional tests of capacity to understand, assimilate, and utilize information
relevant to the specific type of decision facing the patient at the time.

The health care professional also must account for the frequently
fluid or transient nature of decisional capacity by considering (1) psy-
chodynamic elements of the patient's personality, (2) the accuracy of the
historical information conveyed by the patient, (3) the accuracy and com-
pleteness of the information disclosed to the patient, (4) the stability or
consistency of the patient's mental status over time (Gottlieb & Reisberg,
1988), and (5) the effect of the setting in which the observations are being
made. Communication barriers (e.g., language limitations, lack of educa-
tion, aphasia, speech disorders) between health care professional and
patient must be considered (Goodenough, 1988).

It is advisable for both individual health care professionals and health
facilities to devise and follow some form of standardized, reliable protocol
that can be used routinely in conducting capacity evaluations (Scogin
& Perry, 1986), A direct, explicit process for assessing decision-making
capacity generally will be superior in terms of uniformity and objectivity
(Goodenough, 1988) to the indirect, ad hoc method that many physicians
currently use to form impressions about patient capacity at the bedside
(Bulcroft et al., 1991; Fitten et al., 1990; Markson, Kern, Annas, & Glantz,
1994; Marson, Hawkins, Mclnturff, & Harrell, 1997; Marson, Mclnturff,
Hawkins, Bartolucci, & Harrell, 1997). A variety of assessment instruments
exist for examining levels of cognitive functioning in older persons.

At the same time, however, health care professionals conducting
capacity assessments on older patients must be careful not to simply
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equate the score on a standardized mental status examination with a con-
clusion about the patient's functional ability to make certain kinds of deci-
sions (Kapp & Mossman, 1996; Tombaugh & Mclntyre, 1992), For instance,
the ability of the patient to name the current president or count backward
by 7's may shed little conclusive light on the patient's capacity to under-
stand the consequences of and alternatives to a recommended medical
procedure. A degree of subjectivity in assessing decisional capacity is both
inevitable and not undesirable.

An ideal capacity evaluation would include not only multiple ses-
sions with the patient (Gottlieb & Reisberg, 1988) but also contact with
other persons (friends, relatives, employer, clergy) who know the individ-
ual well. This should be done both to obtain accurate and personal data
(e.g., about educational level; see Weiss, Reed, Kligman, & Abyad, 1995))
on which to base an assessment of needs and to ascertain the strength of
the individual's support mechanisms. The effect of testing site should be
considered; there is some evidence that in-home assessment may reveal
the optimal cognitive function of geriatric patients (Ward et ai, 1990), The
American Bar Association (1989) is on record in this area: "Whenever pos-
sible, proposed wards should be assessed in their usual environment and
with all due consideration given to their privacy and dignity." Other
important possible variables affecting functional test behavior are the use
of alcohol and other drugs, dietary reactions, changes associated with
underlying disease processes, and fatigue and anxiety associated with a
clinic visit or hospital admission (Dellasega, Frank, & Smyer, 1996) and the
concomitant change (leading to disorientation) in ordinary routine.

An interview with the prospective guardian also is highly desirable.
In deciding on the proposed ward's capacity, it is important to consider
and respect the totality of the individual's life experiences and previously
expressed values and preferences and to refrain from placing more of a
burden of proof regarding capacity on the older individual in question
than younger people would put on themselves—that is, from engaging in
an ageist bias (Goodenough, 1988).

Psychiatric consultation can be a highly valuable adjunct in this process
and should be sought freely where available and. indicated. The health care
professional should not obtain psychiatric consultation, though, solely to
avoid the necessity of making difficult clinical and ethical judgments by
shifting the burden to the consultant (Perl & Shelp, 1982).

As underscored previously, even when an older individual is believed
to be severely mentally compromised, that belief should not automatically
be assumed synonymous with the need for formal guardianship. The health
care professional's opinion and recommendation should be informed by a
thorough analysis of the availability and desirability of various alternatives
(which may or may not be less restrictive, depending on circumstances) to

122 Geriatrics and the Law



the court-ordered imposition of legal guardianship. Assessment of deci-
sional (i.e., functional) capacity ought to occur not in a clinical vacuum but
rather as one integral element of the larger process of comprehensive care
planning (Hull et al., 1990). What are the relevant community resources,
in terms of available social services, that the patient would be willing
to accept? Does the person just need some assistance? Is there a "moral
equivalent" of guardianship that would suffice in practice? These possible
alternatives (most of which are discussed elsewhere) include advance plan-
ning through, for example, a durable power of attorney; representative pay-
ees; temporary or ad litem guardianship; inter vims (while alive) property
transfers; insurers or guarantors (for loans, for example); limited bank
accounts (including perhaps cosigners, ceiling amounts, or pour-over mech-
anisms); citizen advocates and aides; and even benign neglect. Also not to be
ignored are the adverse clinical consequences that might flow to the patient
and family as a result of coerced guardianship (Gutheil & Appelbaum, 1991;
Winick, 1995).

Once the health care professional has arrived at an opinion concern-
ing the patient's capabilities and deficiencies, that opinion ordinarily is
presented in the form of a written report and/or live testimony in court.
There is a growing trend for states to specify by statute, regulation, or
court administrative rule the precise form the report must take and the
specific content it must include. This trend toward specificity represents
an attempt to deal with the prevalent problem of medical reports to the
courts in guardianship proceedings that are too vague, sketchy, and con-
elusory (Hull et al., 1990), Recent legal requirements place a burden on the
health care professional to be much more detailed, focused, and discerning
in the preparation of reports for judicial consumption (Hommel, 1996).
The health care professional should be sure not to release reports to any-
one but the patient (or his or her legal counsel) without prior assurance
that considerations of confidentiality and privileged information have
been addressed and resolved (e.g., under a court order or a statutory grant
of immunity).

Ordinarily, the health care professional's live testimony in court is
required in addition to any prepared written report. The courts tend to
show strong deference toward presumed medical expertise regarding
matters such as mental capacity (Krasik, 1989). If the guardianship petition
is not seriously contested, there is a real danger that the judge will simply
ratify the health care professional's conclusory opinion without any prob-
ing of its basis or accuracy (Margolis, 1992). As Pleak and Appelbaum
(1985) note, this places a heavy moral responsibility on the health care
professional to assure the report's accuracy. They argue that a health care
professional who is asked to sign an affidavit or to testify about a patient's
incapacity should do so only after a thorough personal examination of the
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patient, in which the patient's functional capacity for the task in question
is directly assessed. These authors convincingly suggest that the clinical
basis on which the health care professional infers a patient's incapacity
should be stated clearly to permit and perhaps even to stimulate cross-
examination (ABA Commission on Legal Problems of the Elderly and
Young Lawyers Division, 1990) and judicial review, because the courts
ordinarily cannot be depended on to reject inappropriate guardianship
petitions.

In a disputed guardianship proceeding, the calling of a medical expert
by one side necessitates a similar reliance by the other side. In practice, the
medical standard often becomes the primary, if not the sole, basis for adju-
dicating incompetence. The expert is needed both to present a differing
opinion and to assist the requesting attorney in preparing to attack the
credibility or opinion of the other party's expert.

Some commentators have called for special geriatric training for
experts who testify in guardianship cases (Scogin & Perry, 1986). Although
this would represent an ideal, the health care professional who is
requested to be an expert witness at least should insist on being suffi-
ciently briefed and prepared by the attorney desiring the testimony in
advance of the hearing date. There should be a clear idea of what ques-
tions might be asked on both direct and cross-examination. One cannot
and should not be expected to take the witness stand "cold." Additionally,
as with written reports, there should be assurance that any difficulties
with confidentiality or the release of privileged information (see Chapter
4) have been satisfactorily worked out. At a minimum, the health care pro-
fessional should demand personal delivery of a subpoena before appear-
ing in court to testify for either side. Also, it should be possible to negotiate
with the attorney and judge a reasonable time range within which testi-
mony will be taken, so that the court appearance need not be excessively
time-consuming and disruptive to scheduling.

An issue that sometimes arises in discussing the role of the health care
professional is whether it ever may be proper for the professional himself
or herself to serve in the formal capacity of guardian for an incompetent
patient under his or her professional care. Opinion on this issue is mixed.
Although some argue that the professional should be willing to act as
guardian of last resort, especially for older patients with no available, will-
ing family or friends (Wettstein & Roth, 1988), the majority view is that
such conduct almost inevitably constitutes a serious conflict of interest
and that other alternatives ought to be pursued (Brown & Legal Counsel
for the Elderly, 1989). In reality, of course, the health care professional
frequently does function as the de facto substitute decision maker for an
incapacitated elder who has no one else, even in the absence of de jure or
formal authority (Gillick, 1995b).
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Guardian Responsibilities

Once a guardianship has been imposed, the guardian appointed is expected
to act in a fiduciary, or trust, manner. This may be fulfilled by acting in
a way that is either (1) consistent with the guardian's judgment of the
ward's best interests or (2) consistent with previously expressed or implied
values and preferences (substituted judgment) of the ward. The substituted-
judgment test is more respectful of the older ward's own life experiences
and deeply held principles, and this approach now is preferred by most leg-
islatures and courts unless what the patient would choose if competent can-
not be ascertained because of insufficient evidence about the patient's values
and preferences.

The court retains continuing jurisdiction or power to oversee the
guardian's conduct (Parry & Hurme, 1991). Many abuses—physical, emo-
tional, financial—in the fulfillment of guardian responsibilities have been
recorded (Iris, 1990). Detection of these abuses has led to widespread calls
for better training and postappointment monitoring of guardian per-
formance, especially by the courts (ABA Commission on Legal Problems
of the Elderly, 1991; Frolik, 1990; Hurme, 1991) and even proposals for
explicit standards of conduct against which guardians should be held
accountable (U.S. Congress, House Select Committee on Aging, 1989).

Another area of health professional involvement in the guardianship
process—in addition to (a) identification of patients at risk and of alternative
ways to help them, (b) patient evaluation, and (c) provision of evidence to
the courts—could come into play when the health care professional begins
to reasonably suspect that the guardian is neglecting duties and the patient
is suffering mistreatment or neglect. This suspicion may stem from per-
sonal, physical, or psychological observation of the patient or through other
information sources. In such circumstances, the health care professional
arguably is obliged, under the inherent professional/patient fiduciary rela-
tionship, as well as state statutes mandating the reporting of elder abuse (see
Chapter 7), to notify the original court retaining jurisdiction to monitor the
guardianship (Fell, 1994) of those suspicions and to assist in their investiga-
tion (Kapp, 1994a).

The final sphere in which health care professionals are engaged with
the guardianship process concerns termination. Any guardianship may
be discontinued when it is no longer needed, and in some states appro-
priateness must be reviewed at least annually. The successful termination
of a guardianship is difficult under any circumstances because the party
arguing for termination bears the burden of proving that competence has
been restored; this burden is virtually impossible to satisfy without the
alliance of health care professionals who are knowledgeable about the spe-
cific patient. In theory, the patient has the right to be rehabilitated as much
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as possible (Barnett, 1978), and the individual's health care professionals
should attempt to remove decisional barriers to the extent feasible.
Because the professional plays a central role in identifying the causes of
the patient's incapacity, an equal role in their remedy or removal should
be attempted. Several forms of dementia are reversible through appro-
priate medication. When clinical and behavioral capacity has been
restored, the health care professional's stated opinion to that effect is
imperative to achieve a corresponding restoration of the patient's legal
decision-making rights.

PROTECTIVE SERVICES

Adult protective services (APS) is a concept that builds directly on the
legal mechanism of guardianship, as well as on voluntary transfers of
authority (discussed below). Thus, APS can fall into either end of the
scale measuring degree of intrusiveness into the life of the older indi-
vidual. In either event, the health care professional has an important role
to play.

In the past two decades, the states have enacted a wide variety of
programs under the general rubric of APS. The traditional definition
of this concept is a system of preventive and supportive services for
older persons living in the community to enable them to maintain inde-
pendent living and avoid abuse and exploitation (Kapp, 1995d). APS
programs are characterized by two elements that can be mixed in an
array of ways: the coordinated delivery of services to adults at risk and
the actual or potential authority to provide substitute decision making
regarding those services.

The services feature consists of an assortment of health, housing,
and social services, such as homemaker, house repair, friendly visitors,
and meals. Legal and financial management services are also included. Ide-
ally, these services are not just random aids rendered by unrelated agen-
cies; instead, coordination is supposed to be provided by a caseworker/
organizer (variously termed case manager, care manager, care coordinator,
and the like) who is responsible for assessing an individual's needs and
bringing together the available responses. Many state APS statutes man-
date that aging or social service agencies undertake both casework coordi-
nation and delivery of services.

A number of stimuli have inspired the creation of APS programs
(Anetzberger, 1995). Since the early 1970s, some federal funding for these
activities has been made available to states through Title 20 of the Social
Security Act (Social Services) and Title 3 of the Older Americans Act
(OAA). (The sufficient continuation of this funding, of course, is a matter
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of great uncertainty throughout each budget process.) The trend of the
past three decades toward deinstitutionalization of patients from large
public mental institutions into often unready communities (Scallet &
Robinson, 1991) has provided an ample source of older candidates for APS
programs, as has the general rise in the number of people who are very old
and at high risk for health, social, economic, environmental, and legal
problems, The PASARR requirements imposed by federal law on nursing
homes (see Chapter 9) may expand the candidate pool.

The second component of an APS program is authority to intervene
on behalf of the client. Ordinarily, the client (if mentally capable) should
and will voluntarily grant the helping party permission to help (Kapp,
1983). When the need for a future substitute decision maker is contem-
plated, a power of attorney (discussed below) may be appropriate. How-
ever, if the client refuses offered assistance but continuing intervention
appears necessary, the legal system may be invoked to authorize appoint-
ment of a substitute decision maker over the client's objections.

Some states with APS programs rely, in the case of recalcitrant clients,
on the traditional methods of legal intervention in the lives of older per-
sons, namely, involuntary commitment and guardianship. Legislation has
been enacted in many jurisdictions, however, that creates special pro-
cedures to secure court orders for various aspects of APS, including insti-
tutional placement, emergency interventions when there is imminent
danger to the client's safety or health, and entry into an uncooperative
client's home. These procedures are either in addition to or in place of the
existing guardianship apparatus.

Most of the special procedures that have been established by state
legislatures for the issuance of protective services orders bypass many of
the protections that have gradually been built into extant guardianship
laws. For instance, in many of the special APS statutes, requirements
are greatly relaxed in such matters as notice to the client of the filing of
the petition, the client's presence at the hearing, and the person's right to
counsel. The standard of proof usually is vaguely and cursorily stated,
if at all. In practice, the hearing frequently becomes a public agency's
ex parte (one-sided) presentation of testimony to a sympathetic court that
routinely issues protective services orders precisely as requested by the
agency.

After a court order is obtained, few limits are imposed on the agencies
that provide services. Protective services are so nebulously defined in many
statutes that they may encompass virtually any kind of health or social ser-
vice, including medical care and even property management. Hence, if the
court does not expressly limit the services that may be forced on the indi-
vidual, the agency has a high degree of freedom. A protective services
order, therefore, may result in the transfer of the person to a hospital, an

 127Involuntary Commitment and Guardianship



NF, a boarding home, or even a mental hospital. Health care professionals
are well advised, as a matter of standard practice, to ascertain carefully the
exact nature and scope of a protective services order before ever accepting
as legally effective the purported informed consent of a state social service
agency offered on behalf of a patient/client.

Moreover, the special APS statutes under discussion here do not
impose on the public agency an explicit fiduciary obligation similar to that
ordinarily stipulated for a guardian or conservator. The agency is not held
by statute, at least in any enforceable manner (Mixson, 1996), to act in the
individual's best interests or to determine how the client would choose to
act if competent (substituted-judgment test). Rather, the agency's only
explicit duty is to provide the services authorized in the court order, more
or less in an "arm's length" relationship with the client. Once an order for
protective services is issued, the court usually retains no further responsi-
bility toward the client, although the order generally (but not always) is
of indefinite duration. The agency need not file periodic reports about the
client's status or condition, nor is it ordinarily required to seek regular
renewal of the order.

States that have created separate, relaxed procedures to authorize
unsolicited intervention, on either an emergency or a continuing basis,
also have established standards for identifying candidates for APS, includ-
ing protective placement. First, a number of categories such as "old age"
are listed. Then, certain behavioral disabilities attributable to the person's
being a member of that category are described, such as inability to care for
oneself properly (self-neglect) or to protect oneself against abuse and
exploitation by others. In a few instances, physical impairment alone is
considered a sufficient basis for intervention when this condition leads to
self-neglect or victimization by others, even when there is no showing of
severe mental incapacity.

Some respected commentators have severely criticized APS systems
that provide for coerced client participation through the types of special
eligibility criteria and abbreviated procedural mechanisms just described
(Horstman, 1975; Regan, 1981; Schmidt, 1986), All of the negative argu-
ments raised against the possible abuses of guardianship in the previous
section, in terms of peril to the individual's right to self-determination in
major life decisions, may be applied a fortiori (with even greater logical
force) to APS systems that involve still looser eligibility standards and
less extensive procedural protections, especially in the area of emergency
intervention. It has been suggested that legislatures have been too quick
to copy the children's protective services model in devising a scheme
for addressing potentially abused or neglected older people (Coleman &
Karp, 1989).
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Regardless of the validity or invalidity of these criticisms, APS sys-
tems are a growing aspect of life for America's older citizens. Health care
professionals can enhance the salutary impact of these systems on the lives
of the elderly by contributing their expertise in the spheres of (1) identi-
fication, (2) providing evidence, (3) exploring voluntary alternatives, and
(4) planning and placement,

As alluded to earlier, health care professionals frequently are in a
unique and central position to identify initially those older individuals
who meet the eligibility criteria for and could benefit significantly from
the intervention of an APS program. Notifying a designated local aging
or social service agency official of the existence and identity of such
patients may be incumbent on the health care professional, depending
on that state's reporting statute for elder abuse and neglect. At the least,
such notification is permissible without running afoul of confidentiality
considerations.

Just as written reports and live courtroom testimony are vigorously
sought from health care professionals in guardianship cases, so too are
these forms of evidence very important in APS proceedings. The weight of
health care professional opinion may be even stronger in the latter situa-
tion, where less stringent eligibility criteria and procedural formalities em-
power the presiding judge with even broader discretion in making
findings and fashioning remedies.

As briefly mentioned, it is possible (and highly desirable and com-
mon) for APS to be accepted voluntarily by the older person (Kapp, 1983).
The mechanisms for achieving this, as well as the health care profes-
sional's role in encouraging and facilitating it, are discussed more fully
below.

Finally, the potential contribution of health care professionals in ser-
vice planning and placement activities for nonindependent older persons
should not be neglected. The ultimate goal is not the obtaining, in and of
itself, of the protective services, whether on a voluntary or an involuntary
basis. Rather, the key is to assure the quality and appropriateness of the
services actually provided to the older individual. Identification, referral,
and testimony should not be the end of health care professional involve-
ment. Social service agencies are not to be utilized as a convenient dump-
ing ground for unwanted elders, and it is just as possible for an older
person without personal resources to be harmfully "dumped" into the
community as into a nursing home or public mental institution. The older
individual is entitled to receive reasonable continuity of care from his or
her health care professionals, and these professionals are legally and eth-
ically obligated under the principle of nonabandonment either to directly
supply that continuity of care or to ensure its provision by other qualified,
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willing health care professionals whose services are acceptable to the
older person,

REPRESENTATIVE PAYEES

Another way in which society may intervene in the life of an older indi-
vidual without his or her permission and restrict legal decision-making
authority is through the appointment of a substitute payee for a person
who is receiving certain regular government benefit payments (Myers,
1989). This substitute check handler is called a fiduciary under the Depart-
ment of Veterans Affairs (VA) program and a representative payee under
the other government programs (Kapp, I995d).

Participating programs include pension and disability benefits from
the VA (38 C.F.R. §§13.1-13.111), Department of Defense (37 U.S.C.
§§601-604), Railroad Retirement Board (20 C.F.R. §§266.11-266,13), and
Office of Personnel Management (for federal employees' retirement bene-
fits) (5 U.S.C. §8345[e]). Most significant economically in this regard are
Old Age, Survivors, and Disability Insurance (OASDI) benefit payments
under Title 2 of the Social Security Act (20 C.F.R. §§404.2001-404.2065)
and Supplemental Security Income (SSI) benefit payments to the aged,
blind, or disabled under Title 16 of the Social Security Act (Social Security
Administration, 1996). The representative payee system disproportion-
ately affects older persons.

The secretary or director of the relevant federal agency is given statu-
tory and regulatory authority to appoint a fiduciary or representative
payee for persons who are incapable of managing their government ben-
efits in their own best interests. The fiduciary or representative payee
receives the beneficiary's government payments directly and is charged
with the fiduciary or trust duty of managing those funds for the benefi-
ciary's welfare. The fiduciary or representative payee may be a relative,
friend, attorney, or organization. Under provisions in the Omnibus Bud-
get Reconciliation Act of 1990 (OBRA 1990), Public Law No. 101-508, an
organization may now charge a monthly fee for performing such services
up to the lesser of 10% of the benefit check or $25 (U.S. General Account-
ing Office, 1992). The American Association of Retired Persons' Legal
Counsel for the Elderly division operates a large national representative
payee program, and many nonprofit organizations operate for this pur-
pose at the local level.

Some innovative organizations have developed forms of daily money
management services that include representative payee functions as an
alternative to formal conservator or guardianship (Wilber, 1990). Financial
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services included under this rubric, for example, are the establishment and
maintenance of individual client accounts to receive and safeguard client
funds, budgeting and analyzing clients' financial status, negotiating with
creditors on balances and payment plans for clients, balancing clients'
check registers, determining clients' spending priorities and the invest-
ment of surplus funds, preparing a monthly statement of receipts and
expenditures, preparing checks for necessary disbursement, and establish-
ing a budget plan.

A licensed health care facility may also serve legally as a represen-
tative payee, as may the administrator, owner, or employee of a facility in
which the beneficiary lives if the Social Security Administration (SSA) has
made a good faith effort to find an alternative payee. Although ethical
conflicts may arise (or appear to arise) when a professional caregiver
undertakes the representative payee role, some argue that patients who
need assistance greatly are without good alternatives and that the benefits
outweigh the potential tensions (Brotman & Muller, 1990).

The need for a fiduciary or representative payee may come to an
agency's attention in various ways, such as notice that the beneficiary is in
a hospital or NF; a call or letter from an interested friend, relative, or health
care professional; or the filing of a new claim for mental disability benefits
under an applicable program. Once word is received of the beneficiary's
alleged incapacity, all federal agencies, with the exception of the SSA, sus-
pend further payments until an agency official or board determines
whether the alleged incapacity is true.

An agency's usual procedure is to inquire, through a designated offi-
cial or board, whether the beneficiary can manage money effectively. The
SSA, without regard to legal competence, asks only whether the interest of
the beneficiary would be served by the appointment of a substitute. Prior
to appointment of a payee, most agencies provide notification to the ben-
eficiary that such an appointment is contemplated; under OBRA 1990, a
Social Security beneficiary now has a right to such notice. At that point, the
beneficiary is given the opportunity to object and to submit evidence on
his or her own behalf.

Once it has been determined that a substitute should be appointed,
under OBRA 1990 the SSA has certain responsibilities to investigate the
potential fiduciary or representative payee. The SSA is required to obtain
documented proof of the prospective payee's identity, conduct a face-to-
face interview with the payee applicant if practicable, verify the Social
Security number or employer identification number of the payee appli-
cant, and determine whether the payee applicant was ever convicted of a
Social Security felony or dismissed as a payee for misuse of funds. Some-
one who was convicted of a Social Security felony or dismissed as a payee
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for misuse of funds can be certified as a payee only if SSA determines that
such a result would be in the beneficiary's best interest. The beneficiary,
under OBRA 1990, has the right to appeal the SSA's determination of
the need for a payee and the designation of a particular person to serve as
payee,

In reality, the representative payee is subjected only to minimal
review and accountability. This is because (1) there are no meaningful
statutory or regulatory standards for ascertaining what constitutes being
"incapable" of managing one's own benefit payments or whether one's
interest would be served by the appointment of a substitute, and (2) there
is no opportunity for a full evidentiary hearing prior to the suspension of
benefit payments or the appointment of a representative payee; however,
the agency that disburses the benefits has the right to monitor the arrange-
ment by requesting a periodic accounting and investigating the veracity of
the report. Because of its limited review and accountability safeguards, the
entire representative payee system has been subjected to serious criticism.
Congress attempted in OBRA 1990 to respond to some of the concerns.

OBRA 1990 tightened up both prior investigation of prospective pay-
ees and accountability following appointment. The SSA is required to
terminate payments to a payee if it or a court finds that the payee misused
the benefit payments. The SSA must maintain a list of those terminated for
misuse and provide the list to local field offices. In addition, the SSA is
required to maintain an accessible centralized data bank, the master Rep-
resentative Payee File (57 Federal Register 41147, September 9, 1992), with
the address and Social Security number of each payee and each person for
whom the payee is providing services as a payee. Other changes in the
representative payee system mandated by OBRA 1990 included a study of
the feasibility and desirability of formulating stricter accounting require-
ments for all high-risk payees and for more stringent reviews of their
accountings. In Briggs v, Sullivan (1992), a federal appeals court ruled that
the SSA's existing procedures fulfill its statutory and constitutional duties
to investigate potential representative payees.

The role of the health care professional in the representative payee
process has thus far been quite limited (except, in some cases, for calling a
prospective candidate to the attention of the benefit-paying agency).
Because the substantive standards are vague and the burden of proof
is slight to nonexistent, the sort of documentation and testimony that
health care professionals regularly are called on to give during involun-
tary commitment and guardianship proceedings is unnecessary and
almost irrelevant in the representative payee context. Information about
the representative payee process is available from the SSA by telephone at
1-800-772-1213.
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POWERS OF ATTORNEY

Most of this chapter has focused on the variety of ways in which society
possesses the inherent power to intervene in the life of an older individual
without that person's acquiescence. It is possible, however, and often
desirable, from both a philosophical and a clinical perspective, for many
older, partially disabled individuals to voluntarily relinquish certain deci-
sion-making powers and to accept needed services willingly.

All APS statutes include a preference for the proposed client's volun-
tary acceptance of offered services and for coercion through guardianship
or special APS procedures only when such acceptance is withheld. Thus,
it is a relatively simple process for an older person to willingly accede to
the overtures of the initiating public social service agency (Kapp, 1983). In
fact, older persons living in the community complain legitimately far more
often about the availability of too few, rather than the imposition of too
many, services.

Whether or not protective services are needed, for a variety of reasons
an older person may be willing to give up some or all decision-making
authority, on either a time-limited or a permanent basis (Kapp, 1989).
Among these reasons are the avoidance of involuntary guardianship
imposition in the future (Alexander, 1990), prevention of future medical
situations in which the parties feel hampered in decision making because
the patient is mentally disabled and the lines of legal authority are am-
biguous, and a desire for the legal empowerment of a capable living advo-
cate to speak for the patient if the patient subsequently becomes unable to
speak on his or her own behalf. A legal device that can accomplish these
objectives is the power of attorney.

The standard power of attorney is a written agreement, usually with
a close relative, attorney, friend, business associate, or financial advisor,
authorizing that person (named an "agent" or "attorney-in-fact") to sign
documents and conduct transactions on behalf of the person ("principal"
or "maker") who delegated away the authority. The principal can delegate
as much (e.g., a general delegation) or as little (e.g., specifically delineating
what types of decisions the agent may or may not make) power as desired.
The principal may end or revoke the arrangement at any time as long as he
or she is competent to do so.

The power of attorney in its traditional form has two major draw-
backs that render it unsuitable as a method for dealing with medical and
financial decision-making authority for older persons on a voluntary basis.
First, the person creating the power must, at the time of signing or execut-
ing the document, have the mental capacity to make a contract. Should
there be any doubt about the individual's capacity at that time, the validity
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of the power of attorney is open to legal challenge. If the challenge is suc-
cessful, any transaction completed under authority of the agreement
might be canceled.

Second, the standard power of attorney authorized by most state laws
ends automatically upon the death or mental incapacity of the person who
assigned it. The underlying theory is that, because a deceased or incapaci-
tated person no longer has the ability to exercise his or her right to revoke
the power of attorney, the law will exercise that right for the principal.
Thus, an older person who establishes a power of attorney to help in man-
aging medical as well as financial and other personal affairs is cut off
peremptorily from such assistance at exactly the moment when assistance
is needed the most.

In an effort to overcome at least this latter deficiency, every state has
enacted legislation authorizing the execution of a durable power of attor-
ney (DPA). Although there is some small variation in wording among
jurisdictions, most of the state statutes are based on language adopted by
the NCCUSL, either in section 5-501 of the UPC or in the Uniform Durable
Power of Attorney Act (UDPAA). International models for this legal
device also exist (Farrand, 1989). In contrast to the traditional power of
attorney, the effect of a DPA, when given proper indication by a mentally
capable delegating individual, may endure beyond that individual's sub-
sequent incapacity. A document may state that the decision-making
authority is to transfer from the principal to the agent only upon the hap-
pening of some specified event in the future, such as declaration by one
or more physicians that the principal lacks decision-making capacity; this
is called a "springing" DPA. A DPA may be revoked at any point before
incapacity occurs, either expressly or by the principal's action (e.g., tearing
up the document).

The power of attorney, in both its traditional and durable forms, has
been used chiefly for purposes of asset management. However, there is
no reason at common law (judge-made law) why the power may not be
granted for purposes of controlling medical treatment decisions following
onset of mental incapacity. No statutes or decided judicial cases prevent
such use.

To remove any ambiguity about the applicability of the DPA concept
to the realm of medical decision making, almost every state has enacted
legislation that explicitly authorizes the use of this legal device in the med-
ical decisionmaking context (see Table 8.2). The American Medical Asso-
ciation (AMA) adopted and published in 1986 a Model Durable Power of
Attorney Bill. In 1993, NCCUSL approved and recommended for enact-
ment in all states a Uniform Health-Care Decisions Act that includes pro-
visions for conveying a power of attorney specifically for health care.
Some statutes (e.g., those of New York [Swidler, 1988] and Massachusetts
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TABLE 8.2 State Health Care Durable Power of Attorney Statutes

Ala. Code §§26-1-2*
Alaska Stat. §§13.26.332 to 13.26.353 (Supp.)
Ariz. Rev. Stat. Arm. §§36-3201 to -3261
Ark. Code Ann. §§28-68-201 to -203*
Cal. Civil Code §§2430 to 2444 and 2500 to 2508 (West Supp.)
Colo. Rev. Stat. §§15-14-501 to -509
Conn. Gen. Stat. §§1-4.3 to -54a
Del Code Ann., tit. 12, §§4901-4905*
D.C. Code Ann. §§21-2201 to -2213
Ha. Stat. Ann. §§765.101 to .113; 765.201 to -.205; 765.301 to -.310; 765.401
Ga. Code §§31-36-1 to -13
Hawaii Rev. Stat. §551D
Idaho Code §§39-4501 to -4509
111. Ann. Stat ch. 1101/2, §§804-1 to -11
Ind. Code Ann. §§30-5-1-1 to -10-4
Iowa Code Ann. §§144B.l to -.12
Kan. Stat. Ann. §§58-625 to -632
Ky. Rev. Stat. §§311.970 to -.986
La. Rev. Stat. Ann. §§40:1299.58..5A(2)(a)
Me. Rev. Stat. Ann. tit. 18-A, §§5-501 to -502
Md. Est. & Trust Code Ann. §§ 13-601 to -603, as interpreted by Attorney General

Opinions No. 88-046 and 90-044
Mass. Gen. L. ch. 201D
Mich. Comp. Laws, §§700.496
Minn. Stat. §§523.01 to -.25*
Miss. Code Ann. §§41.41-151 to -183
Mo. Ann. Stat. §§404.800 to -.870
Mont. Code Ann. §§50-9-103(4) and 72-5-501 to 502
Neb. L.B. 696
Nev. Rev. Stat. Ann. §§449.800 to -.860
N.H. Rev. Stat. Ann. §§137-J:1 to -J:16
N.J. Stat. Ann. §§26:2h-53 to -78
N.M. Stat. Ann. §§45-5-501 to 502
N.Y. Pub. Health Law §§2980 to 2994
N.C. Gen. Stat. §§32A-15 to -26
N.D. Cent. Stat. §§23-06.5-01 to 18
Ohio Rev. Code Ann. §§1337.11 to -.17
Okla. Stat. Ann. tit. 63, §§3101.1 to .16
Or. Rev. Stat. §§127.505 to -.585
Pa. Stat. Ann. tit. 20, §§5401-5416
R.I. Gen. Laws §§23-4.10-1 to -2
S.C. Code Ann. §§62-5-501 to -504
S.D. Codified Laws Ann. §§59-7-2.1 to -2.8

(continued)
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TABLE 8.2 (continued)

Tenn. Code Arm, §§34-6-101 to -214
Tex. Civil Practice & Remedies Code Ann. §§135,001 to -.018
Utah Code Ann. §§75-5-501 to -502*
Vt. Stat. Ann. tit. 14, ch. 121, §§3451 to 3467
Va. Code §§11-9.1 to -9.4 and 37.1-134.4, as interpreted by 1990 Att'y Gen. Ann,

Rep. 205~
Wash. Rev. Code Ann. §11.94.010
W.Va. Code §§16-30a-l to -20
Wise, Stat. Ann. §§155.01 to -.80
Wyo. Stat., §§3-5-201 to -214

* Statute does not explicitly mention medical decisions.

[Annas, 1991]} use terminology such as "Health Care Representative,"
"Health Care Agent," or "Health Care Proxy." In addition, a number of
state Living Will or Natural Death statutes (see Chapter 11) expressly
authorize a capable adult to designate a health care agent to make future
treatment decisions in the event of subsequent incapacity, at least con-
cerning the refusal of life-prolonging medical interventions.

The DPA device entails at least two important considerations for
practicing health care professionals who are serving older patients at risk
for mental disability. First, as was noted in the guardianship section of
this chapter, the health care professional must be careful, whenever pur-
ported informed consent to medical treatment is offered by a proxy on
behalf of the patient, to accurately ascertain the actual scope of authority
that the proxy is legally empowered to exercise. Hence, when informed
consent for a patient who has or who lacks personal decision-making
capacity is volunteered by another person claiming to possess a power of
attorney, it is incumbent on treating health care professionals to deter-
mine carefully the particular nature, extent, and current validity of the
power of attorney arrangement. It is proper and advisable to request
some form of written documentation, a copy of which is placed in the
patient's medical record.

The second consideration goes directly to the heart of the health care
professional's role vis-a-vis an older patient. In all situations, but espe-
cially when the patient is older, the health care professional must strive
to avoid functioning only as a technician remedying individual adverse
patient episodes. Rather, the health care professional must become
involved in the totality of the older patient's life, contributing talents as a
supporter, counselor, advocate, and planner. Part of this planning obliga-
tion requires the health care professional to encourage and assist the older
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patient (and the patient's family) to realize and prepare for the unhappy
but very real future contingency of a life in which decisions must be made
but in which the patient may be mentally unable to make them. The health
care professional should discuss with the older patient and interested fam-
ily members, compassionately and honestly, this possibility and potential
ways to address it (Meier, Gold, et ai, 1996; Orentlicher, 1990; Roe, Gold-
stein, Massey, & Pascoe, 1992), In this way, a large number of agonizing
crises may be foreseen and averted before they happen. The health care
professional is particularly important in the planning process, both
because of the high respect he or she ordinarily is accorded by the older
patient and family and because he or she often has intimate contact with
the older patient and family at precisely the "teachable moment," such as
admission to a nursing home, when a major life event compels the older
patient and the family to make serious planning choices and arrangements
for the future.

This planning function took on added significance with congressional
passage of the Patient Self-Determination Act (PSDA) as part of OBRA
1990. This statute, 42 U.S.C. §§1395ccfa] [1] and 1396a(a), and its impli-
cations are discussed more fully in Chapter 11. Among other things, this
law requires a health care provider (defined as any hospital, NF, hospice,
health maintenance organization, preferred provider organization, or
home health agency that receives any federal money) to inquire of the
patient or of his or her proxy decision maker, at the time a professional
relationship is formed, whether the patient has previously executed an
advance directive such as a DPA for health care. For currently competent
patients who have not yet executed a directive of this nature, the PSDA
requires the provider to offer the patient an opportunity to execute an
advance directive at that time (Meier, Fuss, et al., 1996).

Individual health care professionals should discuss with patients
and families their own philosophies and practices regarding the use of
DP As (and other advance medical directives; see Chapter 11) for health
care. In terms of legal liability, there is express or implied immunity from
criminal or civil prosecution for a health care professional who abides by
the decision of a proxy who has been validly authorized to exercise
power under a DPA. Conversely, a health care professional who dis-
obeys the wishes of a legally authorized health care agent or representa-
tive may theoretically be subjected to liability for battery or negligence
(Gasner, 1992; Zinberg, 1989), although some courts have restricted such
legal actions (Anderson v. St. Francis~St, George Hospital, Inc., 1996). At
a minimum, the patient and family have a right to know what they
can expect in the future from the health care professionals upon whom
they rely, in terms of personal policies on health care planning and deci-
sion making.
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CONCLUSION

Health care professionals with older clienteles must be familiar with the
various mechanisms for substitute decision making outlined in this
chapter and their legal, ethical, social, and clinical implications. Health
care professionals can contribute greatly to the creation of substitute
decision-making arrangements that assure as much as possible con-
tinued respect for the individual autonomy and freedom of their older
patients while caring for those patients' basic human needs in a thor-
ough and humane manner.
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INTRODUCTION

Most older Americans reside in the community, that is, in their own homes
or in those of relatives. Consequently, they receive most of their medical
care in community settings and raise and encounter most of their medico-
legal problems in community contexts. However, more than 1.5 million peo-
ple currently live in almost 20,000 nursing homes throughout the United
States (Strahan, 1997). The vast majority (90%) of nursing home residents are
elderly, and projections from current trends suggest that one of every four
persons who reach the age of 65 can expect to spend some portion of his or
her life in a nursing home. According to the federal Agency for Health Care
Policy and Research (AHCPR), 1 of every 11 Americans who turned 65 in
1990 will spend at least 5 of his or her remaining years of life in a nursing
home (Kemper & Murtaugh, 1991). Nursing home residents, who comprise
about 5% of the nation's over-age-65 population, present special medico-
legal, as well as ethical, challenges to the health care professionals who care
for them (Hayley, Cassel, Snyder, & Rudberg, 1996).

The term "nursing home," as employed in this chapter, refers to nurs-
ing facilities (NFs) as defined by the federal government in terms of insti-
tutions that are eligible to participate in the Medicare and Medicaid
programs, 42 C.F.R. part 442. NFs should be distinguished from boarding
or rooming homes. Unlike nursing homes, boarding or rooming homes
do not provide medical attention. Most boarding home residents are older
and totally reliant on Supplemental Security Income (SSI). However,
because legal standards for these homes are minimal and enforcement is
relatively lax in most states (Hawes, Wildfire, & Lux, 1993), health care
rendered to boarding and rooming home residents does not at this time—
with a few exceptions (State u. Warren, 1990)—ordinarily present the health
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care professional with the same legal problems that come to light in the
nursing home.

NURSING HOME REGULATION

Legal regulation of NFs derives from a variety of sources (National Health
Lawyers Association, 1991). We utilize for this purpose state licensure
statutes and reimbursement (primarily Medicare and Medicaid) certifi-
cation requirements and inspection surveys conducted by both state and
federal government. NFs seek voluntary forms of accreditation from pri-
vate agencies such as the Joint Commission on Accreditation of Healthcare
Organizations (JCAHO), whose guidelines frequently are relied on by
courts as legally enforceable industry standards. Voluntary professional
standards of practice also help guide appropriate conduct (American Col-
lege of Health Care Administrators, 1987). Internal and external utilization
review (UR) and quality assurance (QA) mechanisms have proliferated.
Several criminal prosecutions against NFs and their staffs have emerged in
the past few years. There is the professional liability or malpractice claim,
involving an individual lawsuit brought by or for an individual NF resi-
dent against one or a combination of institutional or individual providers
(Felsenthal, 1995; Spitzer-Resnick & Krajcinovic, 1995). In addition to civil
lawsuits predicated on intentional (e.g., assault and battery) or uninten-
tional (i.e., negligent) tortious behavior, NFs also face the possibility of
legal claims based on allegations that they violated provisions of their con-
tract, explicit or implied, with the resident (Armour, 1994).

This chapter does not pretend to act as a comprehensive survey of
nursing home law or as a complete guide to risk management (Weinberg,
1998). Instead, this chapter concentrates on a few issues of critical impor-
tance to physicians and other health care professionals practicing within
NFs. However, in light of the pervasive influence of the federal regulatory
environment on the entire enterprise of NF resident care and the role of
long-term care professionals and the dynamic nature of that environment,
some specifics on NF regulation are provided as background.

The federal government has set mandatory standards since the early
1970s for NFs that wish to participate in the Medicare and Medicaid pro-
grams. Enforcement of these standards is accomplished through regular
survey and certification by a state administrative agency (usually the state
health department) that has been designated for that purpose by contract
between specific states and the federal government. The federal Health
Care Financing Administration (HCFA) provides the state survey agency
with interpretive guidelines (compiled in the Medicaid State Operations
Manual) and a survey form for use during NF surveys. Frequently, state
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surveys examine NFs for compliance with both the federal certification
standards and state licensure requirements at the same time. Violation of
federal standards may lead to decertification of the NF from participation
in Medicare or Medicaid financing, and failure to satisfy state require-
ments may result in serious penalties (Crotts & Martinez, 1996) such as
delicensure or intermediate sanctions, including civil fines, restrictions on
admissions, or receivership. Violations of federal and state statutory and
regulatory standards also may be introduced into evidence in civil tort
actions (Edelman, 1990). Inspection reports are widely available to the
public at Social Security offices and elsewhere. Not infrequently, the local
press actually publishes survey results.

A final rule allowing HCFA to confer "deemed status" on a private
accrediting organization (i.e., to treat that organization's approval of an
NF as sufficient to satisfy Medicare/Medicaid certification standards for
NF certification purposes) was published on November 23,1993,58 Federal
Register 61837-61843, To date, no private accrediting organization has
applied for deemed status in this context.

As part of the Omnibus Budget Reconciliation Act of 1987 (OBRA
87), Public Law 100-203, Congress enacted the Nursing Home Quality
Reform Act, codified at 42 U.S.C. §§1395i-3(a)-(h) and 1396r(a)-(h). This
statute is modeled on many of the recommendations made in a 1986 Insti-
tute of Medicine report that Congress had directed HFCA to commission.
Passage of the 1987 legislation represented the impatience of Congress
(and indirectly, of the courts) with what they perceived as the inadequate
regulation of NFs by the Department of Health and Human Services
(DHHS). The 1987 statute amended the Social Security Act, Titles 18
(Medicare) and 19 (Medicaid), to require substantial upgrading in NF
quality and enforcement in several areas (Marek, Rantz, Fagin, & Krejci,
1996), To implement this legislation, HCFA published "final" regulations
(with a public comment period) on February 2,1989, in 54 Federal Register
5316, codified at 42 C.F.R. chapter 4, subchapter C, part 483. These regula-
tions became effective on October 1, 1990. Additional "final" regulations
were published on September 26,1991, at 56 Federal Register 48826. Among
the most significant requirements imposed by these regulations are those
relating to the following:

Ensuring resident privacy and decisional rights regarding accom-
modations, medical treatment, personal care, visits, written and
telephone communications, and meetings with others.
Maintaining confidentiality of personal and clinical records.
Guaranteeing facility access and visitation rights to persons of
the resident's choosing.
Requiring issuance of notice of rights at the time of admission.
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Implementing admissions policy requirements (Kapp, 1998d;
Knepper, 1996),
Ensuring proper use of physical restraints and psychoactive drugs
(see below).
Protecting resident funds being managed by a facility.
Ensuring transfer and discharge rights and issuing related notices.
Requiring a minimum amount of nursing and social work
coverage.
Requiring comprehensive resident assessments and individual-
ized care plans in accordance with those assessments (Fries et al,
1997; Hawes et al., 1997; Phillips et al., 1997).
Requiring training and competency evaluations of nurses' aides.
Requiring state prescreening of al! prospective NF admittees and
prohibiting admission of individuals with mental illness or men-
tal retardation unless they specifically need NF services. This is
referred to as the PASARR requirement, for preadmission screen-
ing and annual resident review (Eichmann, Griffin, Lyons, Lar-
son, & Finkel, 1992; Pepper & Rubenstein, 1994).

A final and long-awaited (Robbing, 1994) rule pertaining to the survey,
certification, and enforcement process of the government vis-a-vis NFs was
published on November 10,1994, at 59 Federal Register, 56116-56251, codi-
fied at 42 C.F.R. Part 401. On November 30,1992, DHHS published a final
rule on preadmission screening and annual resident review (PASARR), 57
Federal Register 56450-56514; part of this rule was abrogated when Congress
passed Public Law 104-315 in 1996, repealing the requirement for annual
resident review. On November 12, 1992, DHHS published a final rule on
permissible charges against the personal funds of residents whose care is
financed by Medicare or Medicaid, 57 Federal Register 53572-53587.

Receipt of federal funds brings NFs within the purview of the Reha-
bilitation Act of 1973. Section 504 of that federal statute prohibits programs
receiving federal dollars from discriminating in the delivery of their ser-
vices on the basis of an applicant's handicap. The 1990 Americans With
Disabilities Act (ADA), Public Law 101-336, codified at 42 U.S.C. §§12101
through 12213, extended that prohibition even further into the private sec-
tor (Gottlich, 1994b; Schneider, 1997). Under these laws, for example, an
NF's denial of admission to a prospective resident solely because the
applicant has acquired immune deficiency syndrome (AIDS) or a positive
HIV test would be highly suspect.

In addition to federal requirements tied to Medicare and Medicaid,
regulation of NFs by individual states under their respective licensure
authority is extensive, with specific requirements often exceeding those
set on the federal level, especially regarding resident rights (Hyman, 1989).
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NFs also are heaYily regulated under state and local fire and building codes
and similar business-related safety provisions. In their role as employer,
NFs fall within state, federal, and local labor law requirements.

ACCESS TO MEDICAL CARE

As a general proposition, most older NF residents suffer from a variety of
acute and chronic physical and mental ailments that regularly require the
attention of health care professionals (Besdine, Rubenstein, & Cassel,
1994; Evans et al., 1995; Ouslander, 1997; Ouslander, Osterweil, & Morley,
1996). It is, after all, the characterization of NFs as primarily health care
facilities—having, for example, an organized infection control program—
that sets them apart from other types of housing arrangements and that
entitles them to participate in certain public and private health care
financing programs. Many of those who enter an NF never return again
to the community.

Role of the Physician

Federal regulations limit admissions to NFs to those persons who have
been referred directly by their personal physicians; put differently, one
needs a physician's referral in order to gain admission to an NF. Medical
need for the placement is frequently documented by the physician
through use of a needs-assessment form supplied by the NF. In addition,
the NF itself is required to perform a comprehensive assessment of the
new resident, using HCFA's Long Term Care Resident Assessment Instru-
ment (RAI), in accordance with a minimum data set (MDS) established by
the federal government, 42 C.F.R. §483.20(b). Most individuals and their
families make the major decision about NF entrance only after extensive
consultation with the individual's private physician. It is imperative that
the physician be factually prepared to provide informative consultation in
this regard.

Health care professionals, most notably physicians, sometimes pro-
vide less than optimal care to their older patients who happen to reside in
NFs (Keay & Taler, 1992). Deficiencies in the quality and quantity of med-
ical services made available to NF residents may entail potentially signifi-
cant legal ramifications.

The level of physician involvement in the continuing care of NF resi-
dents has long been a matter of public scrutiny and criticism (Katz,
Karuza, Kolassa, & Hutson, 1997; U.S. Congress, Senate Committee on
Aging, 1975). There is evidence that the average level of care of older per-
sons in general (Kapp, 1998a) and of NF residents in particular often is not
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up to the same high standards available to patients in other age groups and
other treatment locations. This is particularly true in the area of mental
health services, where, paradoxically, the need may be greatest (Borson,
Loebel, Kitcheli, Dornoto, & Hyde, 1997; Lombardo, Fogel, Robinson, &
Weiss, 1996), Physicians often attempt to avoid visiting their patients once
they have entered an NF and, when a visit is made, may rush through their
examination and treatment.

Role of the Medical Director

The overall daily health care of most NF residents is left to health care pro-
fessionals other than the personal physician who served the resident prior
to NF entrance. These long-term caregivers may include registered or
licensed practical nurses, nurse's aides, and social workers. These profes-
sionals may vary widely in extent of experience, training, and skill.

Beyond these individuals, federal Medicare and Medicaid regula-
tions require that every NF employ, on at least a consultant basis, a
licensed physician to function in the position of medical director, 42
C.F.R. §483.75(k). The Medical Director is responsible, according to the
NF regulations, for the overall coordination of the medical care in the NF
to ensure the adequacy and appropriateness of the medical services pro-
vided to patients (Ouslander & Tangalos, 1995). The NF should have a
written contract with its medical director, explicitly spelling out respec-
tive responsibilities and expectations. One specific duty of the medical
director in fulfilling his or her obligations is to delineate the responsibili-
ties of attending physicians. In practice, though, much of the responsi-
bility for the ordinary medical care of the NF's residents actually falls on
the shoulders of the medical director. He or she generally functions as
the equivalent of the primary care physician for many of the residents
of the employing NF. In addition, the medical director serves a central
role as explainer of information to surveyors during the NF's certification
process. Most medical directors are quite competent health care profes-
sionals and belong to their own professional association, the American
Medical Directors Association (AMDA). AMDA operates a Certified Med-
ical Director (CMD) credentialing process.

There are, however, some troubling aspects to a system that in
essence permits a physician who has held a professional relationship with
an individual and perhaps with that individual's family for a lengthy period
of time to unilaterally abdicate personal involvement and responsibility
once the patient has entered an NF (Coons & Reichel, 1988). First, regard-
less of how highly qualified and experienced he or she may be, the med-
ical director does not have the benefit of knowing all of the relevant
historical and social factors about the resident to which the individual's
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own long-standing physician should be privy. Beyond that, the law does
not require that the medical director be employed full time by the NF or
that outside medical practice be restricted at all. Many NFs hire medical
directors on a part-time consultant basis, and the actual care given is some-
times not much more than perfunctory (Elon, 1993; Zimmer, Watson, &
Levenson, 1993),

Legal and Ethical Obligations of the Physician

A physician who has entered into and sustained a professional relationship
with a patient, assists that patient to gain admittance to an NF and then, in
effect, ignores responsibility for the continued medical care of that now-
institutionalized individual runs a risk of incurring potential legal liability
under the long-recognized common law theory of abandonment. Under
traditional legal principles, a physician is free to unilaterally (i.e., by himself
or herself) terminate a professional relationship with a patient for any rea-
son. However, the courts have established certain continuing obligations
and conditions that restrict the time and manner surrounding the breaking
up of a relationship at the physician's instigation. Violating those obliga-
tions and conditions may subject the physician to the possibility of a suc-
cessful lawsuit for abandoning the patient (Annas, 1989).

Thus, if a physician ceases caring for a former patient upon the latter's
becoming an NF resident or renders care that is so infrequent or cursory
that it might just as well not be given at all, and if the NF resident has not
voluntarily and knowingly agreed to a termination of the professional
relationship, the physician must fulfill certain legal duties in order to pro-
tect against potential liability for abandonment. The underlying theory is
that patients who are in need of medical care should not suddenly be left
"high and dry" without adequate access to appropriate services. Conse-
quently, certain duties are incumbent upon the physician to prevent that
situation from happening when the physician terminates the professional
relationship with a previous patient who has become institutionalized,

First, if the physician intends to terminate the relationship, he or she
should clearly and unambiguously notify the NF resident of that intention,
preferably both orally and in writing. If the resident is not mentally
competent to make treatment decisions, notice should be supplied to the
resident's proxy decision maker—usually the family or court-appointed
guardian. The physician also should notify the NF, preferably without
any statement of reasons (because of possible defamation considerations),
through the medical director. The NF resident has a right, under federal
Medicare and Medicaid regulations, common law precepts, and JCAHO
Standards for Long Term Care Facilities, to be fully informed about the
identity of the physician who is principally responsible for his or her care.
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Failure to properly notify the resident of an intended relationship termi-
nation may lull the resident into a false sense of security and thus impede
efforts to secure necessary medical attention from a different physician. If
the resident suffers an injury because of such a delay, liability of the orig-
inal physician may result,

Second, assuming proper notice of termination has been given, the ter-
minating physician is still obliged to make "reasonable" efforts to assist the
former patient to obtain appropriate continuing care. This duty ordinarily
will be satisfied by referring the patient to another competent physician
who is acceptable to the patient and who agrees to accept the patient. What
efforts in this regard are "reasonably" required will necessarily depend on
the unique facts of the case under consideration, but factors to be taken into
account include such things as (1) the immediacy, seriousness, and kind of
medical attention required by the patient; (2) the availability of another
qualified physician to replace the one who is withdrawing; and (3) personal
characteristics that might tend to make the patient a desirable or an unde-
sirable addition to someone else's medical practice. If a physician seeks to
fulfill this obligation by referring the former patient to the NF's medical
director, reasonable effort must be invested to ascertain that the medical
director has sufficient training and skill to deal competently with the med-
ical problems of the particular resident and that in fact competent care is
likely to be delivered.

Finally, if a competent referral has been accomplished and accepted
by all concerned parties, the previous physician must reasonably cooper-
ate with the new physician to assure continuity of care for the patient.
Such cooperation generally takes the form, when requested by the new
physician and authorized by the patient (see Chapter 4), of supplying
copies of relevant clinical records and otherwise sharing information con-
cerning earlier care that might be useful in future decision making. This
requirement certainly would apply with full force in the case of an NF res-
ident who is forced to change physicians involuntarily.

It is most desirable that the legal issue of abandonment remain more
academic than real as applied to NF patients. That is, ideally, a physician
who has enjoyed a professional relationship of substantial duration with a
patient in the community should continue to supply care, even after the
patient has entered an NF, in as conscientious and complete a manner as
before. The resident's personal physician should promptly furnish the NF
with clinical findings, diagnoses, and orders and be available (either per-
sonally or through a competent substitute that he or she designates and
the patient approves) in times of resident need. Further, the patient's
physician and certainly the NF's medical director should reject the pure
medical model of NF care in favor of accepting responsibility for con-
tributing to the psychosocial as well as medical needs of the patient. The
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physician's cooperation and coordination with the activities of other
health care professionals within the NF should be considered an integral
element of the acceptable standard of care that the physician owes the
patient (Vladeck, 1996b).

This ideal, however, is not always achieved in actual practice. Chap-
ter 13 discusses several elements impinging on the optimal delivery of
physicians' services to the elderly, including the ageism phenomenon, the
"YAVIS" syndrome, the hectic pace of medical practice, and the limited
financial resources of older health care consumers. These factors apply
with even greater force to the NF population. NF patients often are per-
ceived by physicians, albeit inaccurately, as always depressing, uninter-
esting, and hopeless. Serving NF patients also can be logistically taxing
and financially relatively unrewarding. The clear signal from sources of
third-party payment that physician services acquire a lower economic
value when provided in NFs evokes a professional response of less effort
exerted on behalf of NF residents.

NFs are troubled by physician abrogation of responsibility concern-
ing their institutionalized patients. NFs realize that the medical director
often is an imperfect substitute for a personal physician who has dealt
with the patient and family for years. Additionally, federal Medicare and
Medicaid regulations place upon the NF the burden of ensuring the cre-
ation of a comprehensive plan of medical treatment, 42 C.F.R. §483.20(d),
and the conduct of regular physician examinations for each patient for
whom Medicare and/or Medicaid reimbursement is sought. For NFs, each
patient must be seen physically by a physician every 30 days during the
first 90 days in the facility and at least every 90 days thereafter. Under
HCFA regulations, physicians may delegate every other required visit to
a nurse practitioner or physician's assistant. Under Public Law 101-239,
Medicare reimbursement is available for nurse practitioner visits to NF
residents.

In the final analysis, it is the NF that is responsible for accomplishing
compliance with regulations requiring routine physician visits and for
otherwise ensuring the availability of appropriate medical care in times of
resident need. This responsibility exists despite the independent contrac-
tor (as opposed to employee) status of the patient's personal physician.
Penalties for not properly fulfilling this duty could include decertification
of the NF from eligibility for Medicare and Medicaid payment or with-
holding of some portion of payment otherwise due, as well as potential
negligence liability to the individual patient who is harmed by the NF's
shortcomings. Understandably, strains have developed between NFs that
are concerned with patient well-being and with their own legal liability,
on one hand, and physicians who have admitted individuals to the NF
and have then in essence abandoned them, on the other. Many NFs have
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developed various forms of affiliation agreements and arrangements that
aim to improve the system for defining, monitoring, and controlling the
conduct of physicians who desire admitting privileges.

In contrast to the loose arrangements that are widely prevalent today,
every NF should seriously consider forming a formal, organized medical
staff, analogous to the model found in acute care hospitals. The medical
staff should be organized and function according to specific, written inter-
nal bylaws. Bylaw provisions should include at least a description of the
medical staff organization; a statement of attending physician qualifica-
tions; fair procedures and standards for granting, withdrawing, suspend-
ing, or limiting privileges; a schedule for staff meetings; medical records
requirements; methods for securing emergency medical services when the
attending physician is unavailable; a process for dealing with written and
oral orders; a statement of qualifications for allied health professionals
with medical staff privileges; and, quality control mechanisms.

Support for the medical staff bylaws and their rigorous enforcement
must be fostered among potential and existing members of an NF's med-
ical staff. Besides relying on feelings of institutional and professional pride
and a sincere concern for patient welfare, the NF should remind health
professionals on its staff that, under the legal theories of joint undertaking,
negligent referral, and borrowed servant, there may be circumstances in
which they can be held legally liable for the negligence of their errant pro-
fessional colleagues (King, 1986).

All initial applications for medical staff privileges should be thor-
oughly investigated. This should include verification of all academic
degrees, professional licenses, specialty board certifications, other institu-
tional affiliations (past and present), and personal references.

The periodic privilege renewal process should include a meaningful
peer review of the physician's continued competence and the quality of
recent patient care provided by the applicant. Relevant data concerning
lawsuits or potential lawsuits should be considered as one part of that
review. As a related element of peer review, each physician should be
encouraged to report, through the NF's QA and risk management (Wein-
berg, 1998) systems, without fear of reprisal, observations of poor patient
care in the NF.

Under the federal Health Care Quality Improvement Act of 1986, each
NF is required to send information to a central National Practitioner Data
Bank (NPDB), operated by the DHHS, regarding adverse actions involving
members of the medical staff. Reportable adverse actions include such
events as a suspension or revocation of clinical privileges or paying money
on the physician's behalf as the result of a malpractice claim. An NF also is
obligated to access the NPDB to study the dossier on any physician apply-
ing for privileging or reprivileging with the NF.
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As a general proposition, NF patients should be permitted and encour-
aged to select their own personal physician, assuming their choice is willing
to assume or continue that role. However, the NF has both the right and the
duty to regulate medical privileges in furtherance of patient welfare, as long
as fair procedures and reasonable standards are utilized.

It is incumbent upon physicians who admit individuals to NFs to
understand both their own legal and ethical responsibilities and those of
the NF to which their patients are admitted. Private physicians, NF admin-
istrators, and medical directors must work together to ensure that their
separate and mutual duties are carried out to the ultimate betterment of
the patient (Fortinsky & Raff, 1995-96). When the NF already has a policy
in effect regarding its expectations and requirements concerning admit-
ting physicians, the admitting physician should be aware of that policy,
scrupulously obey it, and offer to assist in amending portions that are
unreasonable or otherwise ill-advised. The physician also should encour-
age his or her students and peers to act similarly regarding their own NF
patients. If the NF to which the physician sends patients has not yet for-
mulated and adopted a policy in this area, the physician practicing in the
community should become heavily involved in the design of this policy so
that it will reflect his or her legitimate needs and concerns while at the
same time adequately protecting the rights of patients.

INSTITUTIONAL ABUSE

The physical and mental abuse suffered by residents of some NFs has been
well documented. Although important improvements have been realized
as a result of government regulation, industry sensitivity, and vigorous
consumer advocacy, NF-induced deprivation of basic rights is still a fact of
life for a number of older Americans (Marks, 1996).

In the Violent Crime Control and Law Enforcement Act of 1994, Pub-
lic Law 103-222, the U.S. Attorney General was directed to "develop
guidelines for the adoption of appropriate safeguards by care providers
and by States for protecting children, the elderly, or individuals with dis-
abilities from abuse . , . and to address the availability, cost, timeliness,
and effectiveness of criminal history background checks," Several states
have reacted by codifying mandatory criminal background checks of
care providers in NFs (California, Florida, Idaho, Illinois, Kentucky,
Louisiana, Maryland, New Jersey, Nevada, Ohio, Oregon, Pennsylvania,
Rhode Island, Texas, Vermont, and Washington, as of mid-1996). The imple-
menting regulations of the Nursing Home Reform Act of 1987, at 42 C.F.R.
§483.156, mandate that "the state must establish and maintain a registry of
nurse aides that meets the requirements of this section.... The registry
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must include as a minimum . . . information on any finding by the State
survey agency of abuse, neglect, or misappropriation of property by the
individual" An NF is no longer able to credibly claim ignorance of the
past history of prospective employees.

Health care professionals serving the older NF resident, especially the
individual's personal physician, can be of invaluable assistance in the iden-
tification, investigation, and proof of patterns or instances of resident abuse,
This is especially true when such abuse is readily detectable during physi-
cal examination and treatment. The health care professional also may help
to resolve complaints before they escalate into litigation (e.g., Beverly Enter-
prises-Florida, Inc. v. Spilnum, 1995) by acting as a credible communicator or
mediator between the allegedly abused resident and the NF administration
and by producing illuminating medical records upon which some informal
accommodation may be based,

The role of the health care professional, particularly of the physician,
in initially detecting abuse of older persons is discussed at some length in
Chapter 7. While I deal there with elder abuse occurring in community
settings, most of the same clinical principles apply here, although the
location and circumstances of the physical examination will be different.
Additionally, the statute in effect in one's own jurisdiction concerning
the mandatory or permissive reporting of cases of suspected elder abuse
to identified public health authorities (also discussed in Chapter 7) should
be consulted to determine its applicability to NF residents. Most states
have enacted specific obligations for reporting NF resident abuse. When
they are found applicable, these reporting statutes should be carefully
adhered to by health care professionals who observe evidence of covered
forms of abuse.

Health care professionals also can be instrumental during the inves-
tigatory stage of an alleged abuse claim. For example, NF ombudsmen,
who are created and authorized by a combination of the federal Older
Americans Act (OAA) and state elder program legislation to advocate on
behalf of the rights of NF residents (Kahana, 1994), frequently utilize
medical records to delve into and, it is hoped, resolve resident com-
plaints before any formal legal process has been instigated. Failing an
informal resolution, medical records and reports are essential investi-
gatory and preparatory implements for the attorney who is representing
a resident in a potential or actual civil lawsuit (Hemp, 1994) alleging
medically ascertainable abuse. Every NF should have in place a formal
system for investigating internally any possible incidents involving the
abuse of a resident.

Likewise, proof presented to the trier of fact (judge or jury) by the
examining and treating physician or other health care professional, relat-
ing clinical observations and impressions about the resident, is virtually
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imperative at the evidentiary stage of a formal abuse claim. This proof
may be presented either through live testimony or a sworn, recorded depo-
sition. It is almost impossible to succeed in pressing an abuse claim with-
out active health care professional cooperation.

For these reasons, health care professionals must be cognizant of and
alert to manifestations of possible abuse suffered by NF residents under
their care. Statutory reporting requirements must be observed. Participa-
tion in the investigatory, negotiating, and evidentiary stages of alleged
abuse complaint resolution must be undertaken willingly and with candor
and completeness, The health care professional can also be a valuable
change agent during the remedial phase (i.e., the implementation part)
following formal or informal resolution of the problem.

Finally, the central role of the medical director in preventing or stem-
ming patterns or instances of resident abuse in the NF should not be over-
looked. As the health care professional upon whom the burden of providing
primary care often falls, this person could be an important liaison to the
community (including, where necessary, the ombudsman, resident advo-
cate, and legal community) and an enthusiastic community advocate within
the facility.

TRANSFER TRAUMA

"Transfer trauma" refers to the serious physical and emotional difficulties
that older, chronically ill individuals may suffer as a direct result of forced
relocation from the community to an institution, from one institution to
another, from an institution to the community, or from one place to another
within the same institution. By "forced" relocation, I refer to a change that
takes place over the objection of the affected resident, as contrasted with,
for example, room changes initiated by residents themselves (Everard,
Rowles, & High, 1994).

An NF resident may, as a practical matter, be at risk of an involuntary
transfer for any of a variety of reasons, although this practice probably is
lessening. The reasons might include (1) financial considerations (i.e., the
private-pay resident has depleted personal financial resources and the NF
refuses to accept or retain Medicaicl beneficiaries, has already exceeded its
self-imposed quota of them, or keeps its Medicaid residents separate from
its private-pay population in a de facto "Medicaid Wing"); (2) administra-
tive convenience (for instance, a resident's medical condition and needs
change, and the NF segregates residents according to type of diagnosis
and treatment requirements); or (3) retaliation against a particularly trou-
blesome resident (in response, for example, to the resident's publicly air-
ing a complaint about conditions in the NF).
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Such transfers occur periodically despite provisions in the federal
Medicare and Medicaid regulations (and similar provisions in the NF
statutes and regulations of states and in JCAHO standards) limiting legiti-
mate grounds for resident transfers to the following: (1) situations in
which the resident agrees to the proposed transfer; (2) medical necessity
(e.g., the patient requires acute care that can be provided only in a hospital
environment); (3) failure of the resident to pay the NF for services pro-
vided; or (4) the resident's "welfare or that of other patients." The resi-
dents' rights section of the federal (and most state) regulations also
requires the NF to give the resident advance notice before any transfer,
except in emergency situations (Knepper, 1996).

The "medical necessity" exception to the general legal prohibition
against forced relocations deserves special attention (e.g., In the Matter of the
Involuntary Discharge or Transfer ofJ.S, by Hall, 1994). The medical-necessity
provision encompasses situations in which the government-mandated UR
process determines that, for a resident whose care is being financed by
Medicare, Medicaid, or another third-party payer, NF-level care is no
longer medically necessary or appropriate. The U.S. Supreme Court has
ruled that an NFs decision to discharge or transfer a Medicaid resident to
a lower level of care, based upon a UR committee judgment and without
prior notice to the resident, does not violate the resident's constitutional
right to due process (Blum v. Yaretsky, 1982). The Court found that the UR
committee's decisions to transfer or discharge residents "ultimately turn
on medical judgments made by private parries according to professional
standards." The Court referred to the fact that physicians in these situa-
tions act in accordance with the ethics established within their own pro-
fessional groups.

Federal regulations provide that UR decisions in the NF have to be
based on the primary judgment of the resident's attending physician, who
alone has firsthand, accurate knowledge of the resident's needs. It is the
job of the health care professional, especially the attending physician,
involved in the care of a resident to ensure that UR personnel are fully
informed of and pushed to seriously consider all aspects of that resident's
case, including the likely adverse physical, emotional, and social ramifica-
tions of an involuntary transfer. If a resident exerts the right to demand a
hearing to challenge a UR finding, the health care professional should be
prepared to testify. Health care professionals who are themselves part of a
UR process are responsible for conscientiously ensuring that they become
fully informed of and seriously consider this full range of relevant factors.
Only then can the UR process properly serve its important and legitimate
QA function.

Although social science researchers have debated in scholarly jour-
nals the reality and extent of the transfer trauma phenomenon, a number
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of attorneys have relied upon this concept in challenging attempted invol-
untary transfers (Keville, 1993). Legal advocates unsuccessfully attempted
to have the U.S. Supreme Court accept transfer trauma as the basis for
holding that NF residents possess a constitutional right to challenge a state
agency's decision to terminate a substandard NF from participation in the
Medicaid program (O'Bannon v. Town Court, 1980). Instead, the Court's 7-
to-1 decision held the residents' Fourteenth Amendment substantive due
process liberty interests in this situation to be insubstantial either because
the transfer trauma effect had not been conclusively proved by medical
evidence or, if transfer trauma did exist, its deleterious results were only
incidentally or indirectly caused by the government's action in decertify-
ing the NF.

The Town Court case did not, despite the fears of some, mean that
transfer trauma as an argument in the judicial forum was dead. On the
contrary, the door was left open, at least by implication, for health care
professionals to join with legal advocates in compiling and presenting
data that the courts would accept as conclusive proof of transfer trauma in
particular cases. At the least, the transfer trauma argument may be used,
when supported by sufficient health care professional testimony about the
probable effects of forced relocation on a particular resident, to prevent the
NF itself from initiating the transfer.

Despite the efforts of all involved to prevent involuntary transfers
from occurring, there nonetheless are times when it becomes unavoidable.
This may happen, for example, when an NF goes out of business and
ceases to operate. In such situations, health care professionals must work
together in the vital (and legally required) process of discharge planning to
attempt to accomplish a transfer process and placement that will minimize
any adverse effects of the forced relocation on the individual resident.
Although discharge planning is primarily the legal responsibility of the
NF (Murtaugh, 1994), all health care professionals involved in the care of
its residents should actively cooperate in this effort to maximize the like-
lihood of success and to guard against any allegations of abandonment at
this point.

DRUG PRESCRIPTION

Most NF residents take a lot of drugs, particularly antipsychotic medica-
tions, which act on the central nervous system to diminish emotional
response to external and internal stimuli. This phenomenon has been
widely attributed to the large number of individuals who, in the past three
decades, have been "deinstitutionalized" from large state mental hospitals
into private NFs, either directly or with one or more intermediary stops.
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There are legitimate clinical indications for the prescription of these
drugs to enhance resident well-being (Everitt & Avorn, 1986), It even has
been proposed that NF residents may possess a federal constitutional enti-
tlement to adequate treatment that would include, for some, the right to
have antipsychotic drugs prescribed for them (Barnett, 1978).

There is substantial evidence, however, that drugs, especially of the
antipsychotic variety, are still sometimes unnecessarily and inappropri-
ately prescribed for NF residents (Avorn & Gurwitz, 1995; Beers et al,,
1992). "Polypharmacy" is recognized as a major problem in geriatrics in
general and in NFs specifically. It is primarily the legal and ethical respon-
sibility of the resident's attending physician, or of the NF's medical direc-
tor if an attending physician is not to be found, to prescribe medications
properly and to monitor their sometimes severe toxic side effects. Some
states also permit nurses to prescribe drugs, ordinarily under physician
supervision.

Chapter 3 deals extensively with the subject of informed consent to
medical diagnosis or treatment. The informed consent legal doctrine and
its ethical foundations apply with full force to the situation of proposed
drug therapy for NF residents. Besides common law principles, the right
of a competent NF resident to give either informed consent or refusal to
a proposed course of treatment, including prescribed medications, is
amply supported by federal Medicare and Medicaid regulations, 42
C.F.R. §483.10(b)(4), state NF codes, and the JCAHO. In addition, drug
prescribing is regulated by the federal Food and Drug Administration
(FDA), which requires special labeling of pharmaceuticals to include
information pertinent to their proper use by older persons, 62 Federal
Register 45313-45326 (August 27,1997).

MENTAL CAPACITY AND INFORMED
CONSENT IN THE NURSING HOME

The key problem frequently encountered by health care professionals in
attempting to apply the informed consent doctrine to the NF environment
is difficulty in accurately ascertaining the level of decisional capacity of
the individual resident who is consenting to or refusing proffered treat-
ment. Unfortunately, the mechanical "capacimeter" that supplies objective
numerical readings on this patient dimension is a device that has yet to be
invented (Kapp & Mossman, 1996). Chapters 3 and 8 describe some of the
guidelines and criteria that have been suggested for use in reaching deci-
sional capacity determinations.

The institutionalized elderly suffer disproportionately from organic
brain syndrome and other types of maladies that may contribute to some
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degree of mental disability. Over half of NF residents have symptoms of
mental illness. When a formal court adjudication of incompetency has
been rendered and a guardian appointed as substitute decision maker (see
Chapter 8), the health care professional should deal directly with that
guardian to obtain informed consent, while still taking into account any
expressed feelings or reactions of the resident regarding treatment.

For many NF residents, however, mental functional ability may be
highly problematic even though no formal guardianship proceedings have
been initiated. This situation is most likely when the resident lacks inter-
ested family members and has little in the way of assets or income beyond
a monthly SSI check. Statistically, it is precisely the poor elderly without
interested family members who are most likely to enter an NF.

Capacity assessment is presently an extremely murky area, in which
decision making depends on largely unguided clinical judgment exercised
in individual cases (Kapp, 1996b). Although, as a pragmatic matter, this
is an area in which the likelihood of health care professionals incurring
legal liability historically has been very slight, the theoretical possibility of
a successful battery or negligence lawsuit for erroneous treatment or non-
treatment certainly is real. This possibility has led some to make the un-
duly cumbersome and unnecessarily broad (Kapp, 1996a) suggestion that
guardianship proceedings be initiated in all situations of questionably
competent NF residents or applicants.

One alternative for dealing with the "unbefriended" situation of
incapacitated residents without family or significant others would be
the creation of internal administrative systems by individual NFs for
processing important decisions in a timely manner that accounts for both
the resident's needs and his or her preferences (to the extent the latter can
be ascertained). Geriatrician Muriel Gillick (1995b) has proposed such an
approach, although one leading consumer advocate (Freeman, 1995) has
expressed unease at the conflict-of-interest implications of an internal
decision-making system. A California statute allows a decisionally inca-
pacitated NF resident to receive medical treatment after a physician has
determined that resident's incapacity to give informed consent to such
treatment and an interdisciplinary review team has found the treatment
to be medially appropriate (Cal. Health and Safety Code §1418.8); this
statute has survived a challenge based on constitutional objections (Rains
v, Belshe, 1995).

Another idea that has been proposed as a possible way of avoiding
or at least mitigating the dilemma of the incapacitated NF resident without
a legal guardian is a more extensive use of the durable power of attorney
(DPA). This device is discussed in Chapter 8. NFs may not require,
although many appropriately encourage, decisionally capable residents to
select a decision-making agent in advance to guard against the contingency
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of subsequent incapacity. It is the person who functions as the gatekeeper
to NF services (generally, the individual's personal physician) who has
contact with the resident at the optimum "teachable moment" (i.e., when
the resident has an immediate, serious need that makes the resident
amenable to listening to the speaker's message) and who therefore is most
favorably situated to encourage the resident to plan ahead through des-
ignation of a proxy via a DPA. As discussed in Chapter 11, the Patient Self-
Determinarion Act (PSDA), passed by Congress in 1990, requires each NF
to inquire about advance directives at the time of the resident's admission
to the NF (Walker & Blechner, 1995-96).

An interesting, emerging set of issues revolves around many NFs'
increasing reluctance or even unwillingness to admit as residents in the
first place individuals whose legal status is unclear because of murky
mental capacity and the absence of explicitly designated decision-making
surrogates. Many NF admission directors are uneasy about accepting new
residents unless the resident or a surrogate has clear legal authority to
voluntarily consent to admission. This reluctance is due to fear about
potential legal (including regulatory) liability. It may cause excessively
long hospital stays while the legal details concerning decision-making
authority are being resolved. Delays in placement may expose prospective
NF residents to unnecessary medical risks in the hospital and can finan-
cially penalize hospitals that are paid according to a prospective payment
system (PPS) (Kapp, 1998d).

PHYSICAL/MECHANICAL RESTRAINTS

The practice of using physical or mechanical restraints on residents has
been ubiquitous in American NFs. Defined in the "Interpretive Guide-
lines" to the current federal NF regulations as "any manual method or
physical or mechanical device, material, or equipment attached or adjacent
to the resident's body that the individual cannot remove easily which
restricts freedom of movement or normal access to one's body," physical
restraints have been a regular part of the institutional long-term care scene
in the United States for hundreds of years (Evans & Strumpf, 1989).

The last decade has produced a growing professional and public
realization that the use of physical restraints in NFs in many instances
is unnecessary, improper, and even abusive. A strong movement has
developed, led by certain segments of the NF industry itself, government
regulators on both the federal and state levels, and resident advocacy
groups to bring about a greatly reduced reliance on the use of physical
restraints in NFs (American Geriatrics Society, 1991; C. C. Williams &
Finch, 1997).
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The proper and improper use of physical restraints within NFs is a
matter of direct, explicit regulation by the federal government and by each
of the individual states. On the federal level, important changes in this
regard were contained in OBRA 1987's Nursing Home Quality Reform
Act, discussed earlier, and implementing regulations published February
2,1989, and February 5,1992. The federal rule provides that "the resident
has the right to be free from any physical restraints imposed or psychoac-
tive drug administered for purposes of discipline or convenience, and not
required to treat the resident's medical symptoms" (42 C.F.R. §483.13[aJ).
The OBRA 87 statute itself goes even further:

Restraints may only be imposed to ensure the physical safety of the resi-
dent or other residents, and only upon the written order of a physician
that specifies the duration and the circumstances under which the re-
straints are to be used (except in emergency circumstances which are to
be specified by the secretary [of DHHSJ until such an order could rea-
sonably be obtained) (Public Law 100-203, §§4201(c) (l)(A)(ii) (Medicare)
and 4211(c)(l)(A)(ii) (Medicaid)).

HCFA's "Interpretive Guidelines" to its regulations, which guide state
surveyors in evaluating the compliance of NFs with the federal require-
ments, contain several pertinent provisions:

[Physical restraints include] [a]ny manual method or physical or mechan-
ical device, material, or equipment attached or adjacent to the resident's
body that the individual cannot move easily which restricts free move-
ment or normal access to one's body. Leg restraints, arm restraints, hand
mitts, soft ties or vests, wheelchair safety bars, and Geri-chairs are physi-
cal restraints.

Bed rails (siderails) have not been included in this list, but the "misuse of
bed rails"—for example, to prevent the resident from voluntarily getting
out of bed—is listed in the HCFA "Interpretive Guidelines" as an accident
hazard. Lawsuits based on injuries to a resident for whom bed rails have
been raised, occurring in the course of the resident attempting to get out of
bed (Parker & Miles, 1997), will be very difficult for the NF to defend
against in the face of this regulatory forewarning:

Discipline is any action taken by the facility for the express purpose of
punishing or penalizing residents.

Convenience is any action taken by the facility to control resident
behavior or maintain residents with the least amount of effort by the
facility or its staff and not in the resident's best interest....

Less restrictive measures than restraints, such as pillows, pads,
removable lap trays coupled with appropriate exercise, are often effec-
tive in achieving proper body position, balance, alignment, and pre-
venting contractures. A facility must have evidence of consultation with
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appropriate health professionals, such as occupational or physical ther-
apists in the use of less restrictive supportive devices prior to using phys-
ical restraints as defined in this guideline for such purposes.

If after a trial of less restrictive measures, the facility decides that
a physical restraint would enable and promote greater functional
independence, then the use of the restraining device must first be
explained to the resident, family member, or legal representative, and
if the resident, family member, or legal representative agrees to this
treatment alternative, then the restraining device may be used for the
specific periods for which the restraint has been determined to be an
enabler.

If there are medical symptoms which are life threatening (such as
dehydration, electrolyte imbalance, urinary blockage) then a restraint
may be used temporarily to provide necessary life-saving treatment.
Physical restraints may be used for brief periods to allow medical treat-
ment to proceed, if there is documented evidence of resident or legal
representative approval of the treatment.

HCFA encourages state surveyors to take an aggressive stance in
enforcing statutory and regulatory requirements concerning the use of
physical restraints. This stance is consciously intended to be consistent with
the resident outcome orientation characterizing the NF survey process
under OBRA 87, as exemplified by the requirements that all NFs adminis-
ter a comprehensive assessment for each resident based on a national uni-
form MDS and "[tjhat each resident must receive and the facility must
provide the necessary care and services to attain and maintain the highest
practicable physical or mental and psycho-social well-being in accordance
with the comprehensive assessment and plan of care." State surveyors also
receive pressure from the Long Term Care Ombudsman network (Harris-
Wehling, Feasley, & Estes, 1995) established under the OAA to enforce
strictly the OBRA requirements on physical restraints.

In addition to federal regulation by HCFA tied to an NF's participa-
tion in Medicare and Medicaid, providers also should be aware of poten-
tial liability connected to regulation by the FDA. Under FDA regulations,
21 C.F.R. §880,6760[a], "[a] protective restraint is a device, usually a wrist-
let, anklet, or other type of strap, that is intended for medical purposes and
that limits a patient's movements to the extent necessary for treatment,
examination, or protection of the patient."

These devices used to be specifically exempted from FDA pre-
market notification requirements; this exemption was revoked effective
September 3,1996,21 C.F.R. §880.6760. The FDA actively maintains com-
plaint files concerning such devices, and the information collected in
these complaint files is available to the general public, including plain-
tiffs' attorneys, under the federal Freedom of Information Act (FOIA), 5
U.S.C. §552.
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Under the Safe Medical Devices Act (SMDA), 21 U.S.C, §360, effective
1991, and its implementing regulations, 21 C.F.R. Part 803, NFs (as well
as hospitals, ambulatory surgical facilities, and outpatient treatment facil-
ities) are obligated to report certain incidents to the FDA on Form 3500A
within 10 working days. A Medical Device Report (MDR) must be sub-
mitted whenever the "user facility" receives or otherwise becomes aware
of information from any source that reasonably suggests that a device may
have caused or contributed to either (a) the death of a patient or employee
of the facility or (b) serious injury to a patient or facility employee. "Caused
or contributed" includes problems that arise because of device failure,
malfunction, improper or inadequate design, manufacture defects, mis-
labeling, or (particularly relevant in the restraint context) user (e.g., NF)
error. "Serious injury" means an illness or injury that (a) is life-threatening,
(b) results in permanent impairment of a body function or permanent
damage to a body structure, or (c) necessitates medical or surgical inter-
vention to preclude permanent impairment of a body function or perma-
nent damage to a body structure. If previous problems involving the use
of specific devices have been made a matter of public record but an NF
nonetheless persists in utilizing those devices on residents, and if injuries
occur for which compensation is sought, the NF's obligation to justify the
use of the restraining device in the face of information it had or should
have had about its hazards will be difficult to satisfy.

Besides applicable federal provisions, virtually every state guarantees
NF residents the right to be free from excessive physical restraints as part
of the state's Resident Bill of Rights. These state provisions are in accord
with both the spirit and the letter of the federal requirements.

Contrary to popular belief in some provider circles, governmental
provisions limiting the permissible use of physical restraints do not auto-
matically increase the potential negligence or malpractice exposure of NFs
based on resident falls or wandering. In fact, the exact opposite is true
(Kapp, 1992a; S. H. Johnson, 1990).

Of those relatively few negligence lawsuits that have been brought
against NFs based on resident falls or wandering in which the resident
was unrestrained, many have resulted in judgments for the defendant,
absolving it of any blame for failure to restrain. A typical court opinion
held that "[a] nursing home is not the insurer of the safety of its patients.
The standard of care imposed upon a nursing home is that of reasonable
care considering the patient's known mental and physical condition."

In addition, the courts in most of these cases have held that the NF's
compliance with applicable federal and state regulations regarding the
safeguarding of resident welfare satisfied the tort standard of care, even if
resident injury unfortunately happened. The tendency toward judicial def-
erence to regulatory standards as defining minimum acceptable conduct
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for tort litigation purposes takes on added importance in light of the Nurs-
ing Home Quality Reform Act and its implementing regulations, cited
above, and relevant state statutes and regulations.

Further, even in those cases in which NFs or their personnel have
been found liable for injuries associated with resident falls and wandering
in the absence of restraints, no lawsuit has been successful against a NF
solely for failure to restrain a resident. Prevailing NF plaintiffs in non-
restraint cases have had to prove by a preponderance of evidence the pres-
ence of one or more other elements of negligence or deviation from the
professionally acceptable standard of care, such as improper assessment
of the resident's needs; a failure to monitor the resident's condition and
supervise his or her care adequately, especially if the resident's ability to
function physically and mentally is substantially impaired by the adminis-
tration of sedative drugs; inadequate documentation concerning resident
care; failure to respond to the fall or wandering in a timely and profes-
sionally acceptable manner; staff conduct that placed the unrestrained res-
ident in jeopardy in the first place; or failure to provide needed, reasonable
services to the resident. Reacting to this line of cases solely by increasing
the utilization of physical restraints would not repair the deficiencies that
have led to liability.

Importantly, even if finding an NF liable when restraints were not
used, the courts have consistently emphasized that the NF could have ful-
filled its responsibilities acceptably by implementing means of monitoring
and supervising residents other than imposing restraints. In other words,
no court has held that restraining a resident is the only or best way an NF
can satisfy its obligation of due care. This line of cases thus haltingly
approves the use of restraints but by no means compels or even prefers it.
In several of these cases, NFs actually had implemented appropriate alter-
natives to the use of restraints, such as purchasing and installing alarm
systems, but those systems were not working properly (either because
they had broken down or they had intentionally been turned off by staff)
at the time of the resident injury.

Even in nonrestraint cases in which plaintiffs have prevailed, the size
of judgments or settlements ordinarily has been modest. The courts have
disfavored the awarding of punitive damages in these legal actions.

Notably, in cases holding NFs liable for resident injuries happening
in the absence of restraints, the defendant NFs generally had not been
complying with relevant federal or state statutory and regulatory
requirements regarding minimum precautions for resident safety at the
time of the injury. In light of the federal Nursing Home Quality Reform
Act and its implementing regulations and corresponding state statutes
and regulations on this subject, it will be quite unlikely for a court in the
future to impose liability on an NF that is in compliance with legislative
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and regulatory requirements and limitations concerning the imposition
of restraints, even when resident injury occurs.

Not only is apprehension of potential legal liability that is based
solely on the failure to impose restraints the product of seriously skewed
perceptions on the part of most NF professionals, but any legal exposure
associated with failure to restrain residents is substantially outweighed by
the legal risks attached to the improper application of physical restraints.
As illuminated by a review of both the clinical literature and legal case
law, mounting data show that physical restraints used in the name of
defensive medicine not only may fail to be defensive but actually may be
counterproductive.

Numerous epidemiological studies conducted over a long period of
time demonstrate that the chance of morbid outcomes, including injurious
falls, increases significantly with the prolonged use of mechanical (as well
as chemical) restraints. Residents get injured—sometimes fatally—while
becoming agitated and trying to escape from their restraints (e.g., by try-
ing to climb over siderails to get out of bed), while strangling and suffo-
cating or otherwise losing control because of improperly applied restraints
(for instance, Posey vests being put on the resident backward) or because
of staff failure to monitor and adjust restraints at regular, timely intervals,
The range of potential physical and psychological (Mion, Frengley, Jakov-
cic, & Marino, 1989) problems associated with restraint use, especially
over a prolonged period, is very broad.

Bad clinical outcomes, particularly if unexpected by the resident or
family, are the most reliable leading indicator of eventual lawsuit initia-
tion. Additionally, the rate of serious resident injury falls (over two thirds
of falls in NFs are not associated with serious injuries) does not increase
appreciably in situations where restraints have not been imposed. Put dif-
ferently, unrestrained residents do not tend to suffer more serious falls
than do restrained residents with similar characteristics.

Thus, cases holding providers liable in the absence of NF restraints
are far eclipsed in number and in size of damages by legal judgments and
settlements made on the basis of inappropriate ordering of restraints, fail-
ure to monitor and correct their adverse effects on the resident, or errors in
the mechanical application of the restraint. Claims in the latter category
(i.e., misused restraints) have been filed on theories of both negligence, or
unintentional deviation from acceptable professional standards, and bat-
tery, which is defined as an intentional unconsented-to invasion of the res-
ident's personal integrity.

In addition to civil liability as a potential consequence of excessively
utilizing physical restraints, NFs cannot rule out the possibility of criminal
prosecution in especially outrageous circumstances. Criminal prosecu-
tions charging NF corporations and specific staff members with negligent
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homicide for the deaths of residents by vest strangulation have been
brought in several states. Further, in some states, inappropriate restraint
use is classified as a form of criminal elder abuse, implicating both sub-
stantial penalties for the perpetrators and the question of mandatory abuse
reporting requirements for observers. The violation of mandatory report-
ing requirements carries its own criminal ramifications.

For all of these reasons, physical restraint minimization in NFs is
imperative. NFs must develop and carry out policies and procedures to
comply with all applicable criminal, regulatory, and common law require-
ments in this regard (Braun & Lipson, 1993; Zusman, 1997). Less restrictive
alternatives to the use of restraints, including both environmental and
administrative changes in the NF, must be explored fully and explained to
staff (Dunbar, Neufeld, Libow, Cohen, & Foley, 1997), residents, and fam-
ilies. There are numerous successful models of restraint reduction to emu-
late (Dunbar, Neufeld, White, & Libow, 1996; Neufeld & Dunbar, 1997).

CHEMICAL RESTRAINTS

As the use of physical restraints is reduced, NFs are not able simply to sub-
stitute psychoactive medications as an alternative means of attempted
behavior control. OBRA 87 and its implementing regulations impose sub-
stantial limitations on the prerogative of physicians to order and NFs to
administer mind-altering drugs to residents.

Specifically, as noted earlier, 42 C.F.R. §483.13(a) assures each NF res-
ident "the right to be free from any . . . psychoactive drug administered for
the purposes of discipline or convenience, and not required to treat the
resident's medical symptoms." Additionally, 42 C.F.R. §483.25(1)(1) states
that each resident's drug regimen must be free from unnecessary drugs,
and 42 C.F.R. §483.25(I)(2) provides that a resident for whom antipsy-
chotics have not been used previously may be given them only to treat a
specific condition. Residents getting antipsychotic drugs must receive
gradual dose reductions or drug holidays.

OBRA 87 has had a demonstrably significant impact on antipsychotic
drug use in NFs (Borson & Doane, 1997; Garrard, Chen, & Dowd, 1995;
Lantz, Giambanco, & Buckalter, 1996; Semla, Palla, Poddig, & Brauner,
1994). Reductions in both physical and chemical restraints have taken
place at the same time (Siegler et al, 1997). Moreover, a decrease in the
prescription and administration of antipsychotics has been associated with
improved outcomes and no discernible adverse effects (Thapa, Meador,
Gideon, Fought, & Ray, 1994; Shorr, Fought, & Ray, 1994). Among other
things, reducing the use of psychotropic agents has reduced the number of
resident falls and fall-related injuries (Cooper, 1994,1997).
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NFs, if they have not already done so, need to develop and implement
careful policies and procedures on this matter, including the exploration of
reasonable, less restrictive alternatives before powerful psychoactive drugs
are prescribed. Education of facility staff, both nursing and medical, is
imperative.

MORE SUBACUTE NATURE
OF THE NF POPULATION

Various cost containment efforts, such as the Medicare prospective pay-
ment system (PPS) through diagnosis-related groups (DRGs), focus on
reduction in length and intensity of patient stays in acute care hospitals.
These efforts produce ripple effects on NFs, Specifically, some older
patients are being discharged from hospitals "quicker and sicker" than
they would have been in the past. Frequently, these patients enter NFs for
relatively short periods to receive subacute medical care and rehabilitation
services to bridge the gap between the hospital and a safe return to home.
These individuals generally require a higher intensity of health-related
services from the NF (Swan, de la Torre, & Steinhart, 1990} than do tra-
ditional long term NF residents for whom goals may be more modest and
custodial in nature. NFs today must take the "quicker and sicker" factor
into consideration in the hiring, training, and assignment of staff, the
assessment and treatment of individual residents, and periodic reevalua-
tion of general facility orientation and operations.

CONCLUSION

Older persons who reside in NFs present many interesting medicolegal
challenges for the health care professionals who serve them there. These
professionals must remember that the NF resident generally deserves
the same rights as are guaranteed to persons residing in the community
(Kane et al, 1997) and may additionally be entitled to claim certain other
rights by virtue of placement in the NF. Both generic and specific resident
rights entail particular duties of which health care professionals must be
fully knowledgeable.
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Legal Considerations
in Home Health Care

Most older people who have problems requiring long-term care services
strongly prefer to remain in their own homes and receive those services in
that setting, rather than to move into an institution or facility. Largely in
response to this overwhelming consensus, as well as to economic factors
such as anticipated savings by avoiding or delaying nursing facility (NF)
placement, the home care industry in the United States has burgeoned in
size and complexity over the past couple of decades.

A broad range of different services fall within the general rubric of
home care. Health-related services entail medical, skilled nursing, home
health aide, physical therapy, occupational therapy, respiratory therapy,
and similar activities taking place within the patient's home. These ser-
vices usually are delivered through the auspices of a formal home health
agency (HHA) and by private physicians working in collaboration with
HHA staff (Brickrter, Kellogg, Lechich, Lipsman, & Scharer, 1996). Many
older persons require, either instead of home health services or in addition
to them, personal care (e.g., bathing and dressing), homemaker services
(e.g., cooking and cleaning), and/or case management; these services may
be provided through HHAs or by individual independent providers
(Kapp, 1996d). Although personal and homemaker services affect millions
of older persons and substantial amounts of money, in this chapter, 1 con
centrate primarily on the health-related aspects of home care.

Home care providers may be organized, from a legal and financial
perspective, in a variety of different ways. In terms of ownership, a home
care agency may be either (1) public or governmental, (2) private nonprofit
or (3) proprietary or for-profit (investor-owned). Private nonprofit agencies
are those that are owned and operated by a private group, such as a reli-
gious, fraternal, or community organization, but without stockholders or
investors who expect to be paid financial dividends out of profits generated
by the agency. These types of agencies are sometimes termed "charitable"
or "voluntary."
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Private nonprofit and proprietary HHAs may operate either inde-
pendently or as part of a corporate chain. In the first situation, the agency
usually is incorporated as an entity that exists legally and financially on its
own; whereas in the latter, a large corporation may own and run (or hire
a management firm to run) several different HHAs under one organi-
zational and financial umbrella. In addition, HHAs that are owned and
operated by a hospital or NF have become increasingly common. Such an
affiliation may result from the parent institutions either developing its
own HHA or purchasing an existing one.

Regardless of ownership status, most HHAs enter into a variety of legal
and financial arrangements with other health and human service providers
(e.g., hospitals, durable medical equipment suppliers, NFs, and employ-
ment agencies) pertaining to the recruitment and servicing of clients. These
arrangements may be informal (unwritten) but often are formal (written);
they include contracts and subcontracts for services or products, as well as
joint ventures. Many other kinds of organizational arrangements may exist
between an HHA and other corporations simultaneously.

In a joint venture, an HHA and another corporation, such as a hospi-
tal, agree to work together for the purpose of attracting and serving home
care clients. A joint venture may take the form of a general or limited part-
nership or a new corporation.

An HHA also may have relationships with health maintenance
organizations (HMOs). In return for a prospectively paid single premium,
an HMO promises to provide comprehensive health care, which in many
HMO contracts includes home care, to its members. An HMO may satisfy
this obligation either by owning and operating its own HHA or by con-
tracting with an existing one to provide services to HMO members in
return for payments (based on either a capitation or a fee-for-service for-
mula) from the HMO.

An HHA also may enter into relationships with preferred provider
organizations or arrangements (PPOs/PPAs). Although the variety of
specific forms it may take is virtually infinite, essentially a PPO/PPA is
an agreement by a group of providers to serve a defined group of clients,
such as the employees of a large corporation, at a reduced rate. In return,
the organization with control over that group of consumers (for instance,
a large corporation that provides health care coverage for its employees,
retirees, and their dependents) creates economic incentives for members of
the consumer group to use the "preferred" providers. Slightly more
extreme in terms of the economic incentives created are exclusive provider
organizations (EPOs). By joining with PPOs/PPAs or EPOs, an HHA may,
by agreeing to charge reduced rates, secure a defined segment of the poten-
tial patient market.
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A detailed analysis of these different organizational forms and their
legal ramifications is beyond the scope of this book. Suffice it to say here
that an HHA should retain competent legal counsel to assist it in con-
sidering, negotiating, and executing any advantageous arrangements with
other provider agencies (McAdams, 1997). Specific questions that HHA
staff and directors should pose to legal counsel about any contemplated
agreement include those relating to tax implications, resulting locus of
organizational control (including managerial control over patient care
staff), payment maximization considerations, legal liability exposure, and
additional regulatory compliance requirements.

REGULATORY ISSUES

HHAs and their staffs, regardless of their specific organizational struc-
ture, are held legally accountable under a panoply of federal and state
statutes and regulations and the case law that has interpreted them.

Lkensure

Traditionally, licensure of both individual and organizational health care
providers has been a matter of state responsibility. Presently, at least 41
jurisdictions require the licensure of HHAs by the state. Most state licen-
sure statutes follow the federal Medicare Conditions of Participation
(COP) regulations (discussed below) on home care, although several states
have enacted more stringent provisions. Many statutory schemes delin-
eate a bill of rights for home care clients,

Because licensure in those jurisdictions that have chosen to step into
this area is required as the basic permission of government for an agency
to conduct home care activities, licensure is applicable regardless of an
agency's source(s) of funding. The state has the power to force an HHA to
cease activity altogether (i.e., to permanently revoke or temporarily sus-
pend a license) in instances of serious violation of important licensure
standards, especially when client safety is compromised. Many states also
have the authority under their licensure acts to impose intermediate sanc-
tions, such as civil money fines, injunctions, criminal penalties, conditional
licensure, a ban on new patients, or receivership.

In addition to the approximately 41 statutes that license the HHA
directly, there exist in every state statutes that regulate individual health
care professionals (such as physicians, nurses, psychologists, social work-
ers, and physical and occupational therapists) regardless of their employ-
ment setting. The HHA must ensure that the health care professionals it
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employs directly or for whose services it contracts possess legally appro-
priate credentials, including individual professional licensure. Tasks
must be assigned in conformity to licensure restrictions. The HHA must
keep abreast of any limitations placed on the permissible service activi-
ties of individual health care professionals by state licensure statutes,
implementing state regulations (ordinarily published by the state health
or social service department) or state Attorney General interpretations of
state law.

Medicare and Medicald Certification

Under the Balanced Budget Act (BBA) of 1997, Public Law 105-33, home
care continues to be a covered service under Parts A and B of Medicare (see
Chapter 5). Reflecting a solid medical or noncustodial model, Medicare
payment is made only if the following four conditions are met: (a) the care
needed includes part-rime or intermittent skilled nursing services, physical
therapy, or speech therapy; (b) the patient is confined to home; (c) the
physician certifies that home health care is needed; and (d) the agency pro-
viding the care is certified for quality purposes by Medicare.

In 1995 there were more than 8,700 Medicare-certified HHAs in the
United States (Welch, Wennberg, & Welch, 1996), Under the Omnibus
Budget Reconciliation Act (OBRA) of 1980, Public Law 96-499, Medicare
certification status is open to nonprofit and proprietary HHAs both in
states that license such agencies and in states that do not. Services pro-
vided by these HHAs to over 3.9 million Medicare-eligible patients in 1996
exceeded $17.7 billion.

Current federal quality standards for Medicare-participating HHAs
are found in OBRA 1987, Public Law 100-203, Title IV, subpart B, as im-
plemented in 42 C.F.R., part 484, and surveyor Home Health Certification
Process and Interpretive Guidelines released by the Department of Health and
Human Services (DHHS) on March 21, 1991. Slightly revised final regu-
lations were published on July 18,1991, at 56 Federal Register 32967-32975.
The surveyor guidelines place emphasis on surveyor home visits as a basis
for evaluating the quality of services, as opposed to the former almost ex-
clusive reliance on review of documentation, a practice that had been criti-
cized harshly. Other important sources of information about federal
regulation are the Health Care Financing Administration's (HCFA's) State
Operations Manual and its Medicare Home Health Agency Coverage Manual.
Whether or not an HHA is in compliance with federal requirements is deter-
mined through inspections conducted by the state-designated Medicare
survey agency, usually the state health department.

OBRA 87 made a number of significant changes in the COP for HHAs
wishing to receive Medicare funding. Most notable are the enumeration of
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an extensive list of consumer rights, strict criteria for training and compe-
tency of home health aides, and requirements that the HHA operate and
provide services in compliance with all applicable federal, state, and local
laws and with accepted professional standards and principles that apply
to professionals providing items and services in such an HHA.

Section 4022 of OBRA 87 sets forth new requirements relating to state
surveys of HHAs. Most important, state survey agencies are required to
conduct their surveys on a surprise, no-prior-notice basis. Section 4023,
relating to enforcement, required DHHS to establish a range of interme-
diate sanctions short of dismissal from the Medicare program that could
be imposed on HHAs found to be out of compliance with specific parts of
the COP. These federal intermediate sanctions include civil money penal-
ties, the suspension of Medicare payments, and temporary receivership.
Section 4025 required the states, as a condition of receiving federal match-
ing funds for their Medicaid programs, to set up, for clients receiving ser-
vices from Medicare- or Medicaid-certified HHAs, a toll-free hotline and
investigative unit for complaints about the quality of home care services
being received.

The HCFA published a proposed rule to revise the home health
Medicare COP on March 10, 1997, at 62 Federal Register 11005, The pro-
posed requirements focus on the actual care delivered to patients by
HHAs and the outcomes of that care, reflect an interdisciplinary view of
patient care, allow HHAs greater flexibility in meeting quality standards,
and eliminate some procedural mandates. Public comments on these pro-
posals were being considered by the HCFA as this chapter was written.

Another regulatory issue tied to Medicare reimbursement for services
is utilization review (UR). For a number of years, the necessity and appro-
priateness (and to a lesser extent the quality) of institutional health care
services has been subject to a UR process, with payment denied for ser-
vices deemed inappropriate or unnecessary. A1986 federal statute amend-
ing section 1156 of the Social Security Act required the extension of Peer
Review Organization (PRO) review to home care settings for compliance
with "professionally recognized standards of care." PROs initially were
required to review home care services only in circumstances when a
patient was readmitted to a hospital in less that 31 days from the date of
the hospital discharge. Currently, PRO investigations also are undertaken
when beneficiary complaints, received by fiscal intermediaries and HCFA
regional offices and directed to the PRO, concern the quality or quantity of
care or access to services.

The Medicaid program (see Chapter 5) also provides some coverage
for home care services on a financial means-tested eligibility basis. Home-
delivered services reimbursable under Medicaid include nursing services
provided by an HHA or registered nurse; medical supplies, equipment,
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and appliances; and physical therapy, occupational therapy, speech path-
ology, and audiology services provided by a licensed practitioner. A num-
ber of states expand public funding for home care services, especially
those provided by homemakers and home health aides. This expansion is
financed in one of two ways; (1) with a Medicaid Home and Community-
Based Waiver that allows Medicaid dollars (which are partially derived
from the federal government) to be used for supportive, rather than purely
medical, services (Melden, 1995); or (2) with state money separately appro-
priated for this purpose through line item legislation. Section 440.70 of 42
C.F.R, specifies that HHAs participating in the Medicaid program must
meet Medicare COP. Home care consumers and their families also pay for
home health services out of private funds when eligibility for public fund-
ing is not available or when cost sharing is imposed.

Regulation of Business Aspects

In addition to regulation aimed at patient care standards, a panoply of fed-
eral and state laws regulate many of the business aspects of home care
delivery. HHAs must comply with all pertinent state health planning and
certificate-of-need laws before creating or expanding services. The fed-
eral Medicare-Medicaid Antifraud and Abuse Amendments of 1977 and
Medicare and Medicaid Patient and Program Protection Act of 1987, Pub-
lic Law 100-93, prohibit any form of kickback, rebate, or unfair inducement
for health care referrals of patients whose care is paid for by public fund-
ing programs. The Sherman Antitrust Act and the Robinson-Patman Price
Discrimination Act, Public Law 74-692, regulate methods of economic
competition among home care providers.

VOLUNTARY ACCREDITATION

In addition to the public, or governmental, mandatory forms of regulation
just discussed, there exist a variety of private, voluntary forms of accredi-
tation by nongovernmental organizations in the home care arena. Al-
though such accreditation is not obligatory (it often is considered a form of
self-regulation) in the same way that compliance with governmental reg-
ulations is legally required, there may be strong incentives—in terms of
prestige, competition for patients and staff, and affiliations with other
organizations—encouraging HHAs to achieve voluntary accreditation.

The most significant private organization currently involved in
accrediting home care programs is the Joint Commission on Accreditation
of Healthcare Organizations (JCAHO). Standards contained in JCAHO's
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Accreditation Manual for Home Care (1999) apply to both hospital-based and
freestanding HHAs.

The JCAHO's on-site survey process includes an in-depth review of
an HHA's management and delivery of care to individuals in their place of
residence. Included in this survey process are staff and management inter-
views, home visits and interviews with patients or their caregivers, home
care record documentation review, and a review of the HHA's clinical and
administrative policies, including quality assurance (QA) activities, gov-
erning body bylaws, financial policies and statements, and promotional
materials.

In more than half the states, JCAHO accreditation automatically qual-
ifies an HHA for state licensure. In those states, JCAHO inspection reports
concerning a particular HHA are available to the public under the state's
Freedom of Information Act. Since September 28,1993, HCFA has consid-
ered JCAHO's standards and survey process to be consistent with Medi-
care and Medicaid requirements for HHAs. This means that HHAs can be
deemed Medicare-certified by achieving JCAHO accreditation {JCAHO,
1995), 58 Federal Register 35007-35017 (June 30,1993).

Several other private organizations also engage in aspects of vol-
untary home care accreditation. Skilled nursing services delivered in the
home are accredited by the National League of Nursing's Community
Health Accreditation Program (CHAP) under its "Standards of Excel-
lence." CHAP accreditation was given deemed status in 1992, 57 Federal
Register 22773 (May 29,1992). The National Homecaring Council (NHCC),
under the auspices of the Foundation for Hospice and Home Care, accred-
its and approves homemaker and home health aide services. Additionally,
the American Nurses Association (ANA) has published standards devel
oped by a task force of home care and nursing associations for home
health nursing practice, the American Association for Continuity of Care
(AACC) has published a Code of Professional Ethics, and the National
Association for Home Care (NAHC) has developed a Model Home Care
Bill of Rights. Home care providers should become familiar with each of
these forms of voluntary professional standards.

LEGAL LIABILITY TO THi PATIENT

Relatively few civil lawsuits have been filed to date by or on behalf of
patients against HHAs or individual home care professionals. However,
those engaged in the provision of home care services to older persons
ought to be aware of the potential liability risks associated with their activ-
ities (Brake, 1997).
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Factors Influencing Potential Litigation

A number of social, economic, and technical factors combine to place
home health providers at unique risk for potential litigation and civil
liability. These factors relate to special characteristics regarding the nature
of home health services, service settings, personnel, and payment.

For one thing, as the degree of technology associated with home care
becomes increasingly complex (Arras, 1995), the opportunities for things
to go disastrously wrong grow as well. Examples of new technologies
that are commonly used today outside the acute care setting and in the
patient's own home include continuous ambulatory peritoneal dialysis
(CAPD), phototherapy and apnea monitoring for newborns, program-
mable infusion pumps for pain control, computerized information and
emergency call transmission, and home intravenous (IV) and intraarteria
treatments. Intravenous infusion treatment includes hydration and fluid
nutritional maintenance, blood products, and complex antibiotic, antifun-
gal, and chemotherapy products, among others.

Such high-tech home care services often mean greater physician
involvement (AMA, 1992b) than did traditional home care services. In
many instances, HHA personnel must maintain an increased and extended
level of contact with the physician managing the patient's treatment The
need to provide accurate, detailed, complete information to the physician,
often through telephone conversation, places a high degree of pressure on
an HHA and its staff.

The permeation of home health services with high technology, com-
bined with powerful economic incentives to keep older patients out of
hospitals or to shorten their hospitalizations as much as possible, fre-
quently results in a high sickness or acuity level within the home care
patient population. Sicker home care patients demanding more intense
and tirne-consuming attention increase the level of risk for unfavorable
outcomes.

Although home care patients may be sicker than was previously the
case, they frequently have higher consumer expectations regarding the
availability and quality of their care. The demands of families are growing
as well, including demands regarding training and preparation of family
members to assist in and frequently to bear the brunt of patient care (AMA
Council on Scientific Affairs, 1993a; Kapp, 1995c, 1995e, 1995f).

Unique personnel challenges increase the possible liability exposure
of home care providers. As the variety and number of personnel required
by HHAs rapidly expand, so too does the reliance by many HHAs on
independent contractors (see below). Further, the diffusion of home care
services through a wide array of sites, combined with delivery of services
by a wide array of individuals, presents special management information,
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monitoring, coordination, and supervision difficulties for HHAs. These
factors can make it more problematic to control legal risks.

Contractual Liability

One source of potential liability of HHAs to patients is based on breach or
violation of contract. Contractual liability may occur under several legal
theories.

An HHA may be held to have made express or implied promises to
patients in the form of claims about quality or price of services contained in
the HHA's advertising or marketing materials. Promises placed in promo-
tional brochures, for instance, may be introduced in evidence to establish
that an agency undertook a specific duty. Hence, the exercise of prudence
in marketing efforts is essential as a risk management strategy.

An HHA also may be held liable for failure to fulfill promises made
directly to clients (or their surrogates), either orally or in the form of writ-
ten admission and service contracts. Such written contracts should be
drafted carefully, with the assistance of knowledgeable legal counsel, and
explained fully to the prospective patient (or surrogate), using these doc-
uments as an opportunity for meaningful client education. The guiding
principle must be avoidance of any promise whose carrying out the HHA
cannot control or for whose violation the HHA is not willing to be held
answerable.

Negligence
Practical considerations limit the threat of tort or negligence liability for
home care providers. (Many of these factors apply with equal force to
the NF context; see Chapter 9). Several factors keep in close check the
amount of money that an older home care patient might recover from his
or her provider.

Because the vast majority of older home care patients already are out
of the compensated job market, it would be difficult for a plaintiff to prove
substantial future lost income as a result of a negligently caused, injury.
With the home care patient already disabled, establishing that the pro-
vider's substandard care directly or proximately caused injury to the patient
usually is a hard evidentiary hurdle to surmount. Noneconomic or general
damages for pain and suffering would be limited to compensation only for
the few projected remaining years of life. These factors reduce the eco-
nomic incentive for a patient to pursue a legal claim and for a lawyer
working on a contingency fee basis to become involved.

Additionally, Medicaid recipients are discouraged from bringing civil
claims because any ultimate recovery would become assets that would
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jeopardize their continued Medicaid eligibility; thus, the benefit of the
lawsuit would accrue to the state rather than to the injured patient. Fur-
ther, frail, debilitated home care consumers are unlikely to have the phys-
ical or mental wherewithal to vigorously stick with a claim that may take
several years to resolve in the courts. Finally, even if a claim against a
home care provider is filed by or on behalf of a patient, there are a number
of defenses that may be interposed successfully to shield the provider
against liability.

Nonetheless, the possibility of tort liability for professional negli-
gence or malpractice (i.e., for unintentional errors or omissions leading to
the occurrence of foreseeable and preventable harms) looms as one impor-
tant legal mechanism for controlling the quality of services delivered by an
HHA to its patients and for compensating patients who are injured as a
result of the HHA's professional malpractice. For a plaintiff to succeed
with a negligence claim against an HHA, each of four essential elements
must be proved by a preponderance of the evidence: (1) a duty owed,
defined by the applicable standard of care; (2) a violation or breach of that
duty; (3) damage or harm; and (4) a direct or causal connection between
the violation of duty and the resulting injury.

Once an HHA accepts a patient, it is obligated to provide care in a
reasonable manner. As home care becomes a more sophisticated enter-
prise, providers' responsibilities increase because the standard of care rises
to reflect the improved state of the art of acceptable practice. In deciding
upon the appropriate standard of care for the reasonable or prudent
provider, judges and juries typically seek out guidance from one or more
of several sources of evidence.

Expert witnesses are qualified by education and experience to shed
light on the relevant issues through testimony about, among other things,
the current standard practice in the field. Federal and state regulations set
forth public expectations about appropriate provider conduct. In some
jurisdictions, violation of government requirements establishes negligence
per se, that is, proof by itself that negligence has taken place (Roach v, Kelly
Health Care, Inc., 1987). In other jurisdictions, government requirements
count as only one piece of evidence on the legal standard of care for tort
liability purposes, to be considered along with other evidentiary sources
such as the present industry consensus or usual practice. Voluntary stan-
dards of private, nongovernmental professional or trade associations help
create a presumption about what the legal standard of care should be. The
HHA's internal policies and procedures help define reasonable expecta-
tions on the part of patients about the quality of their care.

Under the theories of personal, vicarious, and corporate liability, an
HHA and its staff may be exposed to liability for negligence to patients.
Because the HHA performs, or fails to perform, its functions through the
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actions (or inactions) of its staff, the enterprise of selecting, monitoring,
and supervising professional and paraprofessional staff represents one of
the major liability danger zones in home care. The most frequently cited
complaint about home care is failure of the HHA to properly supervise
staff, particularly home health aides.

Staff Supervision

The courts have held HHAs liable for deficiencies in training, credential-
ing, supervising, and delegating responsibility among staff members.
Although control over staff may be more difficult in the geographically
dispersed home care situation than in an institutional environment, and
recruitment of sufficient qualified staff may be frustrating or worse (Feld-
man, 1994), legal standards of care ordinarily are not relaxed to reflect the
practical operational challenges borne by most home care providers.

An HHA's responsibilities regarding staff screening, supervision,
monitoring, and assignment (including reassignment if necessary) are
imposed by common law tort principles, state licensure statutes, and fed-
eral Medicare law. For instance, over 15 states require, as a condition of
agency licensure, criminal background checks of individuals who may be
employed as home care workers (U.S. General Accounting Office, 1996a)
On the federal level, HCFA in 1994 published a regulation specifying home
health aide supervision and duty requirements, 42 C.F.R. §484.36. In addi-
tion, JC AHO home health standards bear directly on this subject. At a min-
imum, the HHA must do the following: (a) properly screen staff, both for
legal authority (e.g., professional licensure) and actual skills; (b) properly
train staff, in terms of a pertinent knowledge base, techniques, attitudes,
and dress and shoe codes; (c) assign tasks based only on demonstrated
abilities; (d) monitor staff performance, both clinically and administra-
tively, using agency policies and procedures as a guide; and (e) take cor-
rective action, such as reassignment, suspension, or termination, where
staff performance demands such action.

Communication Problems

Another important negligence risk in the home care situation is the possi-
bility of patient injury caused by inadequate communication of treatment-
related information among agency staff or between the HHA and other
providers who are involved in the care of the same patient.

Each HHA must devise, implement, and monitor an effective system
for communication of information necessary for client care for all staff, both
within and outside the agency, who are involved in the client's care (keep-
ing in mind confidentiality considerations). The communication system
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within the HHA and between the HHA and independent contractors (see
below) should be concerned with background information and treatment
plans from the referral source, physician orders (admitting, standing, and
special treatment orders), and unanticipated changes in client condition
that compel rapid action. The HHA's communication system must be
timely and accurate in transmitting information to the party(ies) (e.g., the
physician or nurse) who is/are authorized to give or carry out orders. Peri-
odic spot audits of the HHA's communication system are advisable.

An HHA also may be held legally accountable for negligence in fail-
ing to communicate properly with its patients, when patient damage results.
The HHA's responsibility to communicate with the patient (or surrogate)
in the context of obtaining informed consent for various interventions has
been discussed in depth in Chapter 3. However, the HHA's ongoing com-
munication duties go well beyond the relatively narrow parameters of
the informed consent doctrine. For instance, when the home care nurse
neglects to provide adequate, clear instructions to the patient regarding
the taking of medication and the medication is taken improperly, resulting
in an overdose, a court may find the HHA liable for negligence in its com-
munications responsibilities.

The whole area of client and family teaching and training is replete
with potential problems (Kapp, 1995c), not the least of which is ensuring
that instructions are presented in an accurate, consistent way. Among the
factors impinging on staff attempts to educate the patient and family are
shortness of time, different learning styles and paces of patient or family,
a patient or family without motivation to learn, and past negative expe-
riences of the patient or family. The HHA can reduce the effect of these
constraints on the teaching/learning process by providing training infor-
mation in a variety of formats, including workbooks, checklists, and audio-
visual tapes.

Regardless of the method, all patient and family training should be
documented carefully, along with their ability to understand and to
demonstrate satisfactorily what they have absorbed. This is especially
important in the case of complex equipment. Documentation of the
teaching process and the progress of the patient or family caregiver in
learning how to use the equipment is recommended. A safety checklist
should be left in the home for the HHA staff or caregiver to complete
regularly, to ensure that essential safety checks have been conducted and
recorded,

An HHA's communications obligations grow out of common law
tort principles predicated on the agency/patient relationship and are also
based on requirements in federal and state law and voluntary standards
to keep the patient fully informed about his or her condition and care.
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HHAs should develop and implement written policies and procedures
for carrying out these responsibilities and should conduct regular in-
service training sessions to ensure compliance by staff.

Products Liability

Modern home care increasingly relies on the use of complex, sophisti-
cated medical equipment HHAs frequently supervise the use of oxygen,
suction machines, home ventilators, pacemaker communication devices,
alternating pressure mattresses, apnea monitors, electric beds, orthopedic
devices, and hyperalimentation and chemotherapy mechanisms, among
many others.

A variety of problems can occur with the use of medical equipment
(even assuming the equipment has been prescribed properly in the first
place) that can result in legal risk if the patient is injured. The machinery
may fail to function properly as a result of a defect in the equipment itself.
The machinery may be manufactured properly but installed incorrectly.
Even when correctly manufactured and installed, equipment may mal-
function when a home care professional or paraprofessional uses it im-
properly, either because of lack of knowledge and skill or because of
carelessness in the particular instance. Finally, in the home care setting
the equipment may malfunction because the patient or family caregiver
uses it improperly, either through sloppiness or because of inadequate
training by the HHA. In any of these situations, the consequences for the
patient who depends on the equipment may be dire, and litigation may
ensue.

For legal purposes, the HHA is considered to act both as a profes-
sional service provider and as the seller of a product. The sufficiency of its
professional services is determined according to a negligence standard,
that is, whether those services were of a quality that would be acceptable
to other reasonable, prudent HHAs. In its role as a seller (or rental agent)
of a piece of equipment, the HHA is evaluated according to a different
(from malpractice or professional negligence) standard, namely, according
to principles of products liability. Under products liability law, the seller
of a product is legally liable for injuries caused to the purchaser if the
product malfunctions due to inherent defects, even if the seller was not
personally at fault. The manufacturer of the equipment and other compa-
nies in the chain of supply also may be held accountable without fault.
Beyond liability as a seller for inherent defects, the HHA may be held
responsible under a negligence standard for its errors and omissions in
operating or installing the equipment or in training the patient or care-
giver to use it.
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For these reasons, HHAs must make sure that equipment is prop-
erly installed and operates correctly. The HHA must write, implement,
and monitor policies and procedures for preventing equipment failure
and providing backup support. Many HHAs supply clients with gener-
ators, battery rechargers, and backup systems for electricity-dependent
equipment.

All equipment should be inspected initially and regularly thereafter
for proper function and condition, with these precautions documented.
There should be a clear, written delineation of responsibilities among
equipment suppliers along the entire equipment supply chain regarding
warranty, maintenance, emergency repair, backup systems, and round-
the-clock availability. The JCAHO has established standards for the selec-
tion, inspection, monitoring, and use of medical equipment in the patient's
home, as well as for the training of staff, patients, and caregivers. It is
likely that courts will adopt these industry standards as the minimum
level of performance that home care consumers are entitled to expect.

Often, when the HHA obtains equipment for the patient's home use
through the manufacturer or an independent supplier, the manufacturer
or supplier is the most knowledgeable party concerning that specific piece
of equipment. Generally, state home care licensure statutes and regula-
tions require that teaching about the use of that equipment be conducted
by licensed professionals, such as a nurse or physical therapist who works
for the HHA. Licensure provisions ordinarily preclude HHAs from dele-
gating away teaching responsibility from themselves to the manufacturer
or supplier because these entities are not licensed as HHAs and do not
regularly employ professional staff with appropriate licensure credentials.
As a realistic matter, however, an HHA should include representatives
from the manufacturer or supplier in its teaching activities for the patient
and/or caregiver. Contracts between the HHA and independent contrac-
tors from whom it purchases medical equipment should include stipula-
tions obligating the manufacturer or supplier to assist HHA staff in patient
and caregiver training concerning equipment provided.

Relations with Independent Agencies and Contractors

HHAs rely heavily on independent agencies and practitioners to supply
them with certain workers who provide services to clients. The primary
HHA faces potential liability under the doctrine of apparent or ostensible
agency when the patient (or surrogate) reasonably believed, because of the
HHA's conduct, that the independent contractor was acting on behalf of
the HHA. In addition to exposure under apparent or ostensible agency prin-
ciples, an HHA also faces liability directly, under the principles of corporate
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responsibility, for negligence as an agency in the selection of independent
contractors and the monitoring of their performance. The primary HHA is
obligated to exercise due care, according to industry standards, in its selec-
tion and monitoring of independent contractors. Industry standards in this
regard are contained in most state HHA licensure acts, in federal Medicare
and Medkaid regulations, and in JCAHO home care standards.

A provision that an HHA ought to consider negotiating and includ-
ing in its contracts with outside agencies is an indemnification, or " hold
harmless," clause. That clause spells out the respective rights and respon-
sibilities of the parties in the event of a lawsuit brought by or on behalf of
a patient. A release of liability contained in a contract between the pri-
mary HHA and the independent contractor or supplier may not be legally
valid if it purports to limit a party's responsibility for its own negligence,
especially if the parties hold unequal bargaining power. However, each
party may agree to be responsible only for its own acts and omissions, in
return for the other party's similar promise. In other words, a vendor or
seller may promise to "hold harmless" the primary HHA for any injury
caused by the vendor's negligence, as distinguished from the primary
HHA's negligence; if, in such a case, the primary HHA were ordered to
compensate the patient for a negligently caused injury, the vendor would
be obligated to indemnify or pay back to the primary HHA the amount
that the HHA had been forced to pay the patient.

Acceptance, Transfer, and Discharge of Clients

An HHA's legal duties to each patient grow out of the professional rela-
tionship that is formed between the two parties. Hence, one of the most
fundamental issues the HHA confronts is whether to enter into a profes-
sional relationship with a particular individual in the first place; a related
question is when an ongoing relationship with a patient may be termi-
nated (Popovich et at, 1996).

Federal regulations require that an HHA accept patients only when
there exists a reasonable expectation that the patient's medical, nursing, and
social needs can be met adequately by the HHA in the patient's residence.
The Americans With Disabilities Act (ADA) (see Chapter 6) prohibits dis-
crimination in the provision of services on the basis of a potential patient's
disability, when "reasonable accommodations" by the provider would ren-
der the patient able to benefit from the services sought. JCAHO home care
standards provide detailed criteria for the admission, acceptance of refer-
rals, initial assessment process, and acceptance or refusal of patients.

Although the HHA may place great weight on the recommendation
of a referring physician or facility, it may not legally delegate its duty to
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perform an adequate assessment and to make the ultimate decision con-
cerning admission of a new patient. New referrals must be evaluated care-
fully to ensure that the patient is medically stable or that predictable
instability, as in the case of a dying patient, can be managed; that there is
a desire for home care; that the home environment is safe and suitable for
the delivery of care; that the needs of the patient can be met safely and
effectively by the HHA; and that satisfactory financial arrangements can
be made.

Often a predischarge hospital visit and a home assessment visit are
necessary during the initial evaluation. Problems—particularly regarding
the lack or adequacy of a family caregiver who will act in the absence of
the paid home care provider—should be discussed with the physician and
the patient (or the patient's surrogate) and carefully documented.

Information about patient education and informed consent should
be communicated to the patient (or surrogate), both orally and in writing,
at or prior to admission. Patients should be instructed about their options
and other available resources and services. Realistic patient, family, and
physician expectations should be fostered by carefully explaining the
scope and limitations of the agency's services.

The other side of the coin is determining under what circumstances
an HHA may transfer or discharge a patient for whom it has been caring.
Because patients may suffer adverse physical and mental reactions (akin
to "transfer trauma") as a result of such changes in status, care in mak-
ing and implementing these decisions is needed. In accepting a patient
for care, an HHA generally becomes, in effect, a case manager for that
patient (at least insofar as home care-related services are concerned). In
terminating a relationship, the HHA must be careful to avoid abandon-
ing the patient—that is, leaving the patient who continues to need home
care services in the lurch without adequate access to a competent, accept-
able source of care.

A patient may be discharged to an equivalent or more appropriate
setting but may not merely be dropped. To avoid liability for patient aban-
donment or dumping, the HHA must develop and implement a satis-
factory discharge planning program. JCAHO standards for home care
provide specific guidelines for the transfer and discharge of patients.

The process of planning the patient's eventual discharge from the
HHA cannot begin too early. Ideally, discharge planning should begin
immediately at the initial assessment visit, to help identify the goals of
home care, what post-home care services will be needed, and how best
to obtain them. Patients and families who have been kept involved in the
discharge planning process all along the way are much less likely to feel
abandoned, when the relationship is terminated. Patients and families must
be informed about other funding sources, community and social services,
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and further alternatives once they are no longer in need of or eligible for
home care. It is important to document all discharge planning efforts and
alternatives suggested.

Miscellaneous Areas of Liability Exposure

Chapter 7 explicates the problem of elder abuse and its legal ramifications.
An HHA may be held criminally (Caretenders, Inc. v. Commonwealth, 1991)
and civilly liable for patient abuse or neglect committed by its staff,

Additionally, HHAs must have clear, written policies and procedures
regarding the detection and reporting by staff of suspected patient abuse
or neglect by caregivers or others in the home. Failure to comply with
mandatory reporting requirements may subject the HHA and individual
staff members involved to criminal prosecution. In addition, the HHA
could face possible civil litigation brought by or on behalf of an abused or
neglected patient, on the theory that a timely report to adult protective
services (APS) could have prevented or mitigated some of the later abuse
or neglect. It is important to remember that mandated reporting of sus-
pected abuse does not depend on the patient's permission and must occur
even over the patient's objection.

The legal definitions of abuse and neglect are not much help in delin-
eating circumstances under which intervention by the home care provider
and the state is both justified and required (Kapp, 1995h). Home care
providers are privy to private family conflicts and have the responsibility
to sort out conflicts that represent abuse and neglect from those that are
merely the normal arguments and hassles of family life. Home care per-
sonnel may identify with the stress experienced by a family in cases of
abuse and neglect, which can result in a reluctance to report the incident to
public authorities. A distinction, therefore, is necessary between deliberate
abuse and unintentional harm to vulnerable older persons. The home care
provider may find itself increasingly involved in identifying unintentional
harms to patients and working with the family to develop better coping
methods and providing alternative services and support.

Another potential source of liability in home care stems from the
unauthorized release of patient information. The legal requirements of
confidentiality, as well as its limited exceptions, are discussed in Chapter
4 and are fully applicable to health-related services delivered in the home
care setting.

Defenses to Liability Claims

Several different kinds of legal defenses are available to counter a claim of
negligence that might be brought against home care providers. One type
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of defense is procedural, such as the expiration of the applicable statute of
limitations. Another category of defense would be denial of one or more
of the plaintiff's essential elements of proof, namely, the duty or standard
of care; deviation from that duty, or fault; injury or damage; and proxi-
mate causation,

In home care settings, as noted earlier, it may be especially difficult
for patients to establish the element of causation, because the defendant
may be able to argue persuasively that fault by the patient or caregiver
was just as likely as improper conduct by the HHA to have brought about
the patient's injury. Under the contributory negligence defense, a defen-
dant is not legally liable, despite negligence, if the plaintiff was at fault too
and the injury was caused at least in part by the plaintiff's error. Thus, if
an HHA improperly installs a device in the home, but the caregiver makes
the situation worse by using the equipment in an improper manner, in a
contributory negligence jurisdiction the HHA would be relieved of any
responsibility. Many states have moved to a comparative negligence stan-
dard, in which the complete defense afforded by the contributory neg-
ligence rule is replaced by a rule that relieves negligent defendants of
responsibility only to the extent or degree that the plaintiff's own fault
contributed to his or her injury.

An HHA might also argue the defense of assumption of risk in opposi-
tion to a negligence claim. Under the assumption of risk principle, a defen-
dant is relieved of responsibility if the plaintiff voluntarily assumed a known
risk that materialized and caused injury. Thus, for instance, if a patient is
told that he or she may suffer a negative reaction to a specific drug and such
a reaction does occur, the patient cannot blame the HHA for the happening
of the risk that the patient voluntarily and knowingly assumed.

Documentation

In Chapter 4 and elsewhere, I emphasize the importance of complete,
timely, accurate documentation of patient care. Adequate patient records
are essential not only for liability prevention and claims defense but also
for licensure, certification, and reimbursement purposes. Federal and state
law set minimum requirements for record keeping, and JCAHO home care
standards contain an entire chapter on the subject.

Special documentation challenges arise in home care because the
supervision of care often is at a distance, two or more providers may share
responsibility for a patient's care, physician orders regularly are obtained
by telephone, environmental factors and interventions by family members
must be taken into account, and many of the personnel are either inde-
pendent contractors or employed part-time. Specific areas in which special
documentation efforts must be exerted by the HHA include admission
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assessments; informed consent; verbal orders; emergency responses, includ-
ing notifying the physician of patient instability; and charting of ongoing
stable conditions as well as any unusual developments.

Risk Management Strategies

Many HHAs have always engaged in some risk-management activities,
mainly through their financial offices, such as safety programs, insurance
coverage, asset management, and corporate configuration to reduce legal
exposure. Today, however, the home care industry is too large and com-
plex to do risk management on a piecemeal, ad hoc basis in the face of a
precarious legal climate. HHAs need to implement comprehensive, formal
risk management systems designed to reduce legal (and thus financial)
exposure resulting from injuries to patients (American Society for Health-
care Risk Management, 1995).

A full discussion of the structure and operation of a risk manage-
ment system (Rozovsky & Rozovsky, 1993) is beyond the scope of this
book. At the least, liability insurance coverage or a funded self-insurance
program, as well as extensive staff education, should be included. Written
HHA policies and procedures are imperative for a variety of topics. In
addition, an occurrence- or incident-reporting and follow-up system is an
essential building block of risk management. Incident reports are written,
contemporaneous records of events that function to (1) inform manage-
ment so that it can identify trends and take preventive or corrective action
and (2) inform legal counsel so that he or she can evaluate particular risks
and prepare to prevent or defend a lawsuit. There are several strategies
for protecting confidentiality of incident reports under attorney-client
privilege and the attorney-work product doctrine.

There is another important component of risk management in home
care, where supervision is so diffuse and care and supplies often are pro-
vided on a contractual basis. This is a system giving patients and families
the chance to provide feedback directly to management about their per-
ceptions of the quality of services received. These perceptions—particularly
when negative—should be investigated and acted upon by HHA manage-
ment to head off or mitigate potential problems and to maintain good rela-
tions generally with patients and their families. In the final analysis,
maintaining good relations with those to whom the agency owes a duty—
and thus those who might qualify as possible plaintiffs in a malpractice
lawsuit—represents the most effective risk management strategy of all.

A further strategy with risk management implications is the creation of
an ethics committee. Ethics committees may be developed and/or trained
ethics consultants retained to assist HHAs to foresee and prepare for a wide
array of management challenges (Kapp, 19951). An ethics committee is a
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formal, multidisciplinary group composed of representatives from both
within and outside an HHA who bring to the table a variety of relevant
perspectives and areas of expertise. The actual composition, structure,
and operation of an ethics committee are matters to be decided upon at the
level of the particular HHA. Similarly, the HHA must decide which of the
following functions its own ethics committee will pursue: policy formu-
lation and review; staff, patient, family, and public education; concurrent
case review; and/or retrospective case review. An HHA may opt to sponsor
its own ethics committee or to pool resources with other HHAs in a regional
effort.

If an ethics committee is assigned to concurrent case review, it may
operate either in an advisory capacity or merely as a forurn for the expres-
sion of various viewpoints. Virtually no ethics committees are authorized
to render binding decisions for an HHA or institution, although in a few
cases courts have cited ethics committee recommendations in support of
upholding the propriety of provider conduct. While ethical analysis ought
to be the focus of activity for this type of committee, positive risk manage-
ment by-products are inevitable. Moreover, the establishment of some reg-
ular process (of which an ethics committee is one example) for resolving
ethical problems regarding patient care is now part of the JCAHO's accred-
itation standards for HHAs.

END-OF-LIFE ISSUES

People died at home 40 years ago, and few members of the public or the
health professions gave that natural phenomenon much thought. As the
technological capabilities of modern medicine have advanced, however,
the locus of life's conclusion has changed for many to institutional settings.

Ironically, we are now in the process of coming full circle. Today's
technology enables us to medically treat many patients at home who ear-
lier would have needed to receive treatment in the hospital. At the same
time, an increasing number of people wish to and believe they can exercise
personal control over that technology better in the home setting than as
inpatients in a health care institution.

The advent of high-tech home care for dying persons raises special
legal concerns, as home moves from a place where treatment decisions
made elsewhere are carried out to a site where decision making itself hap-
pens (Kapp, 1995g). For example, by 1998, statutes had been enacted in at
least 32 states to ensure that terminally ill persons at home are not resus-
citated against their will by emergency medical services (EMS) teams.
Legal concerns pertinent to end of life decision making are addressed in
Chapter 11.
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ASSISTED LIVING

In response to a broad public demand for more "homelike" long-term care
alternatives for older persons whose deficits and needs for help with activ-
ities of daily living (ADLs) exceed those usually managed in private
homes but who desperately desire to avoid NF placement, a burgeoning
assisted living industry has emerged (R. A. Kane & Wilson, 1993). In 1997,
the Assisted Living Federation of America (ALFA) estimated that as many
as 40,000 assisted living facilities (ALFs) were caring for up to 1 million
residents. Precise numbers of facilities and residents are difficult to obtain
because there is no generally accepted definition of assisted living and no
systematic means of counting those facilities.

Although there is no agreed-upon, standardized definition, assisted
living has come to be understood as a residential setting where access to
limited, delineated 24-hour health, social, and personal care services are
available and personal autonomy provides a philosophical framework for
decision making. It is a departure from the more medicalized, institutional
model characterizing NFs (K. B. Wilson, 1995). ALFs attempt to create an
environment that feels more residential than institutional.

Current state regulation of ALFs is very inconsistent (Mollica & Snow,
1996). Costs ordinarily are borne out of pocket by the consumer. A variety
of consumer protection and quality-of-care concerns need substantial clar-
ification and refinement (U.S. General Accounting Office, 1997a).

Essential to the success of this developing service/residential model
is commitment by service providers and consumers (and their families)
to the underlying paradigm of homelike individual autonomy and self-
determination rather than the traditional institutional care watchword of
safety and protection as the highest priority. Under the autonomy para-
digm, individuals are presumed to be adults who are capable of formu-
lating, expressing, and acting upon their own values and preferences
regarding both major life decisions and smaller but nonetheless impor-
tant choices arising in everyday life (Kapp, 1997c).

Tension between the traditional safety/protection model, on the one
hand, and the autonomy paradigm, on the other, will present some diffi-
cult legal issues as the assisted living movement proliferates and matures.
In specific cases, this tension may best be mediated through a process of
negotiated or managed risk in which the respective expectations, rights,
and responsibilities of all involved parties are determined and explicitly
delineated prospectively (Gordon, 1997; Kapp & Wilson, 1995),
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Medicolegal Issues
at the End of Life

INTRODUCTION

Death is a natural process and a uniquely personal experience (Holstein,
1997; Nuland, 1994). Most people, if pressed to categorize them, would
probably term the major controversies surrounding death ethical rather
than medical or legal. These controversies are of long standing (Emanuel,
1994) but are intensified today by the development and proliferation
of sophisticated, expensive medical technologies that are capable of main-
taining some semblance of human life almost indefinitely (R, S. Kane,
1996). In the overwhelming majority of situations in which decisions must
be made about the initiation, continuation, withdrawal, or withholding of
life-sustaining medical treatments (LSMTs) for a critically ill patient, a
resolution is reached and implemented on the basis of a process of dis-
cussion and negotiation (Faulkner, 1998; Johnston, Pfeifer, & End-of-Life
Study Group, 1998; Miller, Coe, & Hyers, 1992) involving the patient
(where able to participate), family or significant others, physician, other
members of the health care team, and perhaps some form of institutional
ethics committee (IEC) (discussed below). In most of these situations,
decisions quite properly are made and carried out without asking for the
intervention of the courts (Hanson, Danis, Mutran, & Keenan, 1994; Kapp,
1996/97; Prendergast & Luce, 1997).

In some cases, however, the informal, extrajudicial decision-making
process breaks down, and the parties go to court to initiate a judicial ruling.
Judges are asked to decide these questions, not because they have any
special expertise or wisdom but because it is perceived that only they can
provide health care professionals with civil and criminal immunity for their
actions. In seeking this immunity, legal considerations quickly transcend
ethical and medical judgments (Annas, 1978). Most state courts that have
become embroiled in LSMT issues have indicated in their opinions that
such decisions are inherently private and medical in nature and therefore
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best resolved without judicial intervention. Generally, courts have consid-
ered judicial intervention appropriate only as a matter of last resort, when
there are irreconcilable differences among the participants,

Nevertheless, some LSMT cases have ended up in court. A body of
case law has evolved over the past two decades since the famous Karen
Quinlan (In re Quinlan, 1976) decision in New Jersey. The various courts
that have confronted these issues have achieved a high degree of consensus
on the major points, although there remains diversity among jurisdictions
on some secondary questions. LSMT cases ending up in court are relatively
small in number, considering that the American Hospital Association in its
amicus curias (friend of the court) brief in the Cruzan case (discussed below)
asserted that 70% of the 1.3 million Americans who die in health care in-
stitutions each year die after a decision to forgo medical treatment has been
made. Few trial court judges have the opportunity to hear an LSMT dis-
pute, and those who deal with such cases rarely have heard more than one.
Nonetheless, these well-publicized cases exert an enormous intimidating
influence on modern medical practice and the rights of patients and fami-
lies within the health care system (Kapp, 1997b). Thus, it is important that
the general boundaries or parameters for LSMT decision making set by the
courts, as well as by legislatures, be understood by those who have to ren-
der professional services within those legal limits.

Death, of course, is not a subject limited to the elderly. Men and women
of all ages die every day. It is an undeniable fact of life, however, that prox-
imity to one's mortal end increases with each day that one lives. Six percent
of Medicare enrollees die annually (Webster & Berdes, 1990). Thus, no treat-
ment of geriatrics would be adequate without some attention paid to legal
issues confronting the health care professional caring for older patients who
have entered the process of dying. My treatment of this subject within this
chapter is sketchy at best; for a more detailed analysis of "right to die" or
"death with dignity" questions, the reader is referred to the numerous ref-
erences cited here and other information sources listed in the Appendix.

LIMITING MEDICAL TREATMENT

Competent Patients

There is virtually universal agreement today that a decisionally capable
adult patient has a right to make personal medical treatment decisions,
including the right to accept or refuse even LSMT (American College
of Physicians, 1998). Based on the ethical principle of autonomy or self-
determination, the competent patient's right to choose has several firm
legal underpinnings (Meisel, 1995).
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A significant number of judicial opinions base this prerogative on the
right to privacy that has been read into the Bill of Rights of the federal
Constitution. In Cruzan v. Director of Missouri Department of Health (1990),
one of only two "right to die" cases decided by the U.S. Supreme Court,
eight Supreme Court Justices held that a competent patient's right to
make LSMT choices is guaranteed as a liberty interest falling within the
Due Process clause of the Fourteenth Amendment of the U.S. Constitu-
tion. Other courts have additionally relied on the respective state consti-
tutions and state statutes and regulations. In addition, the common law
principle of respect for bodily integrity that undergirds the doctrine of
informed consent (see Chapter 3) extends and applies with full force to
LSMT decisions. Under any of these theories, it is now universally
accepted that a competent patient need not be terminally ill (i.e., immi-
nently dying) for the right to choose to be relevant and that there is no
meaningful legal distinction between withholding LSMT, on one hand,
and withdrawing it, on the other.

The patient's right to reject LSMT is not absolute and thus conceiv-
ably can be defeated in certain situations. But it is considered a funda-
mental right and hence can be overruled only when society has a
compelling interest (an extremely vital need) that can be fulfilled only if
medical intervention is forced on the unwilling patient. The five com-
pelling societal (state) interests that have been mentioned by various
courts as potential justifications for overriding the patient's wishes in
particular fact situations are as follows: (1) preventing suicide, (2) pre-
serving life, (3) protecting innocent third parties, (4) maintaining the ethi-
cal integrity of the health professions, and (5) maintaining institutional
order. These societal interests have had far more theoretical than practical
impact as justifications for overriding patient self-determination in actual
litigated cases. Put differently, except for a few cases noted under "pro-
tecting innocent third parties" (statement 3, below), courts have not actu-
ally relied on these stated factors to order medical treatment over the
express, voluntary, informed objections of a competent adult patient.
These purported societal interests are especially weak in the case of a criti-
cally ill older person. Each of these interests is mentioned here briefly.

1. Suicide is dealt with later in this chapter. Suffice it to say here that
suicide is not involved in cases of refusal of LSMT, because suicide by
definition occurs only when the patient himself or herself intentionally
attempts to bring about death through his or her own affirmative actions
(Quill, Lo, & Brock, 1997),

2. Courts have declined to rely on the preservation-of-life rationale
to overrule the voluntary, informed decision of a mentally capable adult.
The preservation-of-life rationale carries very little weight if the patient is
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seriously debilitated and successful return to a normal, meaningful qual-
ity of life if treated is remote.

3. The courts have acknowledged a compelling societal need to pro-
tect innocent third parties (invariably minor or otherwise dependent chil-
dren) from suffering unnecessary material or psychological harm. This
interest has led, in a few cases, to judicially enforced medical treatment,
although even here the courts are reluctant to intervene unless the threat of
harm to the children is serious, the prognosis for the patient without inter-
vention is dire, and the prognosis for the patient with medical treatment
is for a full recovery to a normal, productive life. It is quite improbable
that the natural death of an aged, critically ill individual would threaten to
create any new ward of the state.

4. Society has a compelling interest in safeguarding the ethical
integrity of the health professions, which is furthered by ensuring that
members of those professions are not required legally to engage in conduct
that is fundamentally and diametrically contrary to the deep-seated nor-
mative principles of their professions (Loftus, 1990; Miles, Singer, & Siegler,
1989). For an aged, critically ill patient, the withholding or withdrawal of
aggressive medical intervention does not pose a significant problem in this
respect, as such conduct under those circumstances would be fully consis-
tent with the prevailing modern precepts of the health care professions.
Among the professional organizations and groups of commentators who
have officially endorsed the LSMT decisional rights of a competent adult
are the American College of Physicians (ACP) (1998), American CoEege of
Chest Physicians, Society of Critical Care Medicine (1992), AMA Council
on Ethical and Judicial Affairs (1992), and American Academy of Hospice
and Palliative Medicine (1997).

5. The maintenance-of-institutional-order rationale has been cited by
a few judges in forcing food on hunger-striking prisoners. It is conceivable
that this theory could be interpolated to medical care in other types of
institutions, such as nursing facilities (NFs) or public mental hospitals, but
such an extension seems far-fetched and most unlikely.

In most cases involving older, severely debilitated patients, their com-
petent nontreatment decision and its inevitable consequence—death-
should be respected as proper and even good. Such respect may be viewed
as one—although the most gripping—aspect of the professional/patient
relationship. This does not mean that the health care professional must or
should stand meekly by when an older patient refuses LSMT that the pro-
fessional feels is clinically indicated and in the patient's best interests. Sev-
eral courses of action are available and appropriate in the latter situation.

First, the health care professional should be satisfied that the
patient's refusal is voluntary, competent, and informed and should reject
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any decision that fails to meet these three requirements. Consultation,
including psychiatric consultation (Sullivan & Youngner, 1994), should be
freely sought, and the clinical basis for the professional's ultimate judgment
regarding the refusal's validity or invalidity should be thoroughly and
objectively documented in the patient's medical record. When the refusal of
clinically indicated, appropriate treatment is felt to be involuntary, incom-
petent, (e.g., unduly determined by clinical depression [Ganzini, Lee,
Heintz, Bloom, & Fenn, 1994; Lee & Ganzini, 1992,1994]), or misinformed
or uninformed, the health care professional should seriously consider initi-
ating court review and determination of the legal legitimacy of the patient's
decision, with the possible result of the judicial appointment of a substitute
or proxy decision maker. Alternatives to formal guardianship (see Chapter
8) should first be explored to protect the patient.

Second, if the health care professional considers the proffered medical
intervention to be both necessary and proper for a particular patient, he or
she is not only authorized but obligated to use maximum persuasive pow-
ers, short of coercion, to try to influence the patient to reverse field (see
Chapter 3). The professional should also involve the patient's family in the
decision-making process to the extent that the patient permits and should
try to exploit (in the positive sense) the family's persuasive capabilities.

There is no magic formula to automatically guide the health care pro-
fessional in deciding how hard or how far to push the patient and family
before acceding to their refusal of treatment or when to initiate or refrain
from initiating formal judicial or other third-party involvement. The fol-
lowing are some factors that the health care professional might consider in
formulating his or her conduct in these difficult situations (Asch, Hansen-
Flaschen, & Lanken, 1995; Fried, Stein, O'Sullivan, Brock, & Novack, 1993;
Jackson & Youngner, 1979):

1. Is the refusal based on whim or on deeply held and thoughtfully con-
sidered conviction, such as (but not limited to) religious belief?

2. What is the patient's realistic prognosis, with and without the dis-
puted treatment, in terms of life, health, and pain and suffering?

3. How will the refusal of treatment (or the forcing of treatment) affect
significant others in the patient's life?

4. Are the views of the patient and family in conflict or conformity with
each other?

5. What are the views of other members of the health care team, and
what positive or negative effects would respecting the patient's refusal
of care have on the team, particularly those team members who have
the most responsibility for daily, hands-on patient contact?

6. What financial, emotional, and physical costs are anticipated with
and without the treatment in question?
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7. Because most deaths (about 80% in the United States) and therefore
most decisions about LSMT occur in hospitals and NFs, what is the
effect of a institution's structure, rules, and character—its ethos—on
the quality and product of decision making?

8. What is the patient's age, which may be relevant in assessing the life
experience and accumulated values that inform and guide the pa-
tient's decision?

Acceptance of the patient's rejection of aggressive therapy should not
translate into total neglect of that patient. Palliative measures—aggressive
remediation of discomfort—for the critically ill patient need to be pro-
vided even when the life itself is not being prolonged (American Geri-
atrics Society, 1995a; Byock, 1997). In Great Britain, for example, heroin is
widely used as a painkiller for terminal cancer patients. In the United
States, the use of pain-relieving drugs that are likely to hasten death is
legally permissible as long as the primary reason for their ordering and
administration is to relieve intractable pain and that reason is amply doc-
umented in the patient's medical record. The patient and family often may
need more clinical and psychological support from health care profes-
sionals after they have made their nontreatment decision than during the
decision-making agony itself (Quill, 1996). The health care professional's
goal should be to maintain the intactness and integrity of the person in the
face of severe, increasing sickness and a deteriorating body. Any aspect of
personhood—emotional, social, physical, familial, or private—may pro-
vide the locus of intervention (Cassell, 1991).

Additionally, it should be borne in mind that ordinarily there are sev-
eral degrees of treatment or nontreatment that may be chosen or rejected. To
recognize the competent patient's right to autonomous choice in matters
concerning the treatment of the patient's own body, the health care profes-
sional must provide information about all available medically and legally
acceptable options, not just information sufficient to choose between accept-
ing or rejecting a single proposed intervention. Most patients do not have
enough medical knowledge to foresee the consequences of refusing treat-
ment on a selective basis; it is this information that the health care profes-
sional must supply. The patient's right to information about risks and
outcomes—in clinical, emotional, economic, and legal terms—of alternative
kinds of refusal is crucial in, making a genuinely informed decision (Cohodes,
1995; Silverman, McDowell, Musa, Rodriguez, & Martin, 1997).

Incompetent Patients

A more perplexing legal and ethical dilemma is presented when the criti-
cally ill patient is mentally or physically incapable of making and expressing
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rational decisions regarding the initiation or continuation of LSMT. Several
thousand Americans exist in persistent or permanent vegetative states
(PVS) at any point in time, and millions of older persons have significant
cognitive dysfunction.

For a long time, the customary practice regarding such patients has
been for the health care team to confer and negotiate (Molloy, Clarnette,
Braun, Eisemann, & Sneiderman, 1991) with and generally to defer to the
wishes of the patient's available family members and additional signi-
ficant others. The rationale for this deference is the presumption, first, that
families are most likely to know what decisions the patient would make
personally if he or she were dedsionally capable at present and, second,
that families ordinarily act honestly in the best interests of their loved
ones. The former decision standard is termed "substituted judgment," and
the latter is referred to as the "best interests" test.

In the vast majority of circumstances, the traditional extralegal
decision-making process works well on behalf of the incapacitated patient,
without any legal repercussions. Nonetheless, a body of case law has par-
tially evolved in this area based on requests by contentious or anxious
family members or health care providers to have the courts intervene into
what is usually a private matter. In addition, many state legislatures also
have developed relevant public policy. An examination of case law and
state statutes reveals guidelines for (1) identifying appropriate surrogate
decision makers for an incapacitated patient and (2) identifying appropri-
ate substantive decision-making criteria for use by the surrogate.

Our examination must begin with the Supreme Court's 1990 Cmzan
decision, which, although leaving many questions unresolved (Hafemeis-
ter, 1990), delineated the general legal environment for this branch of med-
ical decision making. Cruzan involved a woman in her early 20s who was
tragically injured in an automobile accident. Within a short period of time
following her accident, Nancy Cruzan was placed in a long-term care facil-
ity owned and operated by the state of Missouri. She existed in a PVS and
was kept alive by artificial feeding and hydration tubes. After several
years in that status, Nancy's parents, with whom she had always enjoyed
a very close relationship, requested that the feeding tubes be removed,
with the inevitable result of their daughter's death. This request was
refused by the attending physician and the facility on the grounds that the
public policy of Missouri was a strong interest in the preservation of life,
an interest that could be overcome in the case of a cognitively incapaci-
tated patient only when there was "clear and convincing" evidence that
the patient would want to forgo LSMT.

Nancy Cruzan's parents initiated a lawsuit to obtain authority to
order removal of her feeding tubes. Eventually, this case made its way
to the U.S. Supreme Court as the Court's first attempt to deal with the
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right-to-die question. Although the immediate result of the Court's 1990
decision was to deny the Cruzan family the power to order removal of
Nancy's feeding tubes, the decision had several implications of great
importance in setting the legal parameters for future medical decision
making in LSMT situations.

First, as noted above, the Court almost unanimously ruled that, were
Nancy Cruzan mentally and physically capable at the time of making and
expressing her own voluntary and informed treatment choices, those
choices would govern her care as a matter of her liberty rights as pro-
tected by the Fourteenth Amendment of the federal Constitution. Second,
if Nancy, prior to her accident (i.e., while still decisionally capable), had
clearly expressed her future treatment wishes in the event of subsequent
incapacity, those expressed wishes would be entitled to respect. The
patient could have (but in this case had not) accomplished this by creat-
ing an advance directive such as a living will or a durable power of attor-
ney (DPA).

Third, the Court drew no distinction, for the decisionally incapable as
well as the decisionally capable, between "terminal" illness and "nonter-
minal" illness. The decisional rights guaranteed to an incapacitated patient
through one acting on his or her behalf were not made to depend on proof
that the patient's death was imminent. Put differently, Cruzan is in accor-
dance with the weight of previous judicial opinion that there exists no
valid legal or ethical distinction between omission (i.e., withholding LSMT
in the first place) and commission (i.e., withdrawing intervention that was
already being provided) for the decisionally incapable patient. This ruling
should dispel the still too common mythology that, once an LSMT has
been started, it cannot thereafter be discontinued.

Fourth, the Court in Cruzan held that, for decisionally incapacitated
patients like Nancy, it is constitutionally permissible for each particular
state to establish its own public policy and standard of proof to protect
incapacitated patients against medical neglect. The Court therefore upheld
Missouri's policy and its state court decision that there had not been
presented "clear and convincing" evidence that Nancy would want to
forgo LSMT in her circumstances. However, and of vital importance, the
Supreme Court left the door open for other states to adopt their own poli-
cies and standards of proof, including (a) policies embodying a less
emphatic, more qualified state interest in preserving life regardless of its
quality and (b) standards of proof based on a less stringent "preponder-
ance of the evidence" (i.e., 51%) test.

In fact, only a few states require "clear and convincing" evidence of
the incapacitated patient's wishes before they will allow proxy decision
makers to authorize withholding or withdrawal of LSMT. This standard
creates a heavy burden of proof for families who purport to represent the
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values of the patient (Lo, Rouse, & Dornbrand, 1990). In those states,
absent straightforward, unambiguous, specific, repeated written or (per-
haps) oral statements by the patient while still decisionally capable regard-
ing the choice to forgo LSMT in certain scenarios, health care providers
must err on the side of preserving life regardless of its present or future
anticipated quality.

Other states have adopted legislation and/or judicial decisions that
are more favorable to deferring to family prerogatives concerning the nort-
treatment of critically ill, decisionally incapacitated patients without
advance directives. Readers are strongly advised, here as with other issues
covered in this book, to consult the law of their own jurisdiction because
there is variation from state to state, especially on certain technical proce-
dural requirements. On the whole, however, the strong trend is for states
to permit families of decisionally incapacitated patients who have not exe-
cuted advance directives to authorize withholding or withdrawal of LSMT
on a substituted judgment or, if necessary, a best-interests basis.

Under substituted judgment, the proxy decision maker is expected to
act in accordance with what would be the patient's own autonomous pref-
erences if the patient currently could make and express those preferences
(B. D. White, Siegler, Singer, & Iserson, 1991). The legal preference is to
rely on patient choices that have been straightforwardly, unambiguously,
and repeatedly stated by the patient while able to make and express
autonomous decisions. When such evidence is unavailable, however, most
states permit and indeed encourage family decision making on the basis of
whatever reasonable inferences about the patient's preferences may be
drawn by piecing together the patient's prior informal statements and life
decisions.

Substituted judgment for incapacitated patients has been criticized
by some commentators as artificial or "invented consent" and too specu-
lative on which to predicate the abatement of LSMT (Dresser, 1990;
Dresser & Robertson, 1989; Ellrnan, 1989). In this view, substituted judg-
ment does not account for the fact that an individual's interests change
radically once that person has become decisionally incapacitated; upon
decisional incapacity, one is literally no longer the "same person" as
before (Dresser, 1994), According to most of these critics, LSMT should
always proceed at full pace for decisionally incapacitated, vulnerable
patients who failed to leave detailed, specific, explicit instructions prior to
their incapacity (Bopp & Avila, 1991). The substituted judgment concept
has been broadly defended, however, by others as often the best we can
do to support some semblance of autonomy for patients who have lost
decisional capacity (Welch, 1989).

When even inferential evidence of the patient's substituted judgment
is absent, the strongly prevailing legal weight is to defer to the family's
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opinion about the course of care that will most likely promote the patient's
best interests, as those interests would be viewed from the patient's per-
spective (Harvard Law Review Staff, 1990). Although some would argue
that aggressive LSMT is always in any patient's best interests (Bopp &
Avila, 1991), the much more widely held position is that a patient's qual-
ity of life may be so hopelessly diminished that the burdens of treatment
outweigh any benefits and hence that death is an acceptable and perhaps
preferable objective alternative. In fact, some have urged that the current
approach, in which continued medical intervention is presumed and the
advocate of withholding or withdrawing must overcome that presump-
tion, be replaced at least for PVS patients by a presumption of nontreat-
ment with a shifting of the responsibility of proof to the advocate of more
intervention (Angell, 1994). The idea of weighing respective burdens and
benefits, both broadly construed, has largely replaced earlier, confusing
language about "ordinary" and "extraordinary" or "heroic" treatments.

Most states promote deference to the dominant role of the family in
cases of LSMT decision making for incapacitated patients without advance
directives (ADs) because of a presumption that the family is in a superior
position to know, directly or inferentially, what the patient would want
done or at least to make a good, loving judgment about the patient's best
interests (Gerety, Chiodo, Kanten, Tuley, & Cornell, 1993). Although def-
erence to family decisions has been a long tradition in medical practice
(Luce, 1990) and (on the extremely rare occasions that it has been ques-
tioned) judicial opinions (Areen, 1987; E. B. Krasik, 1987), a majority of
states have now formalized this deference by enacting what have been
generically termed "family consent" statutes (Menikoff, Sachs, & Siegler,
1992). These statutes codify standard practice by explicitly authorizing the
relatives (in an order of priority specified in the statute but ordinarily start-
ing with the spouse) of an incapacitated patient without an AD to make
LSMT decisions, at least within certain parameters. This trend is consistent
with, and several state statutes are based largely on, the recommendations
of the Uniform Health-Care Decisions Act (National Conference of Com-
missioners on Uniform State Laws, 1993).

Even in the absence of specific authorizing legislation, the traditional
practice of "bumbling through" with unofficial but honest and conscien-
tious next of kin usually has served the patient's best interests well and
without causing negative legal repercussions to health care providers
(Hesse, 1995). As one realistic physician has observed,

Ethicists and lawyers advise designating the surrogate with a formal
durable power of attorney for health care. Doing so, however, is rarely
needed unless the best surrogate is contentious, or the care is to be given
in a state where only formal designations are likely to be honored.
(Lynn, 1997)



Medkolegal Issues at the End of Life 197

Health care professionals should encourage and enable family mem-
bers or significant others to exercise their appropriate surrogate decision-
making roles (American Geriatrics Society, 1995a). At the same time, the
health care professional has both a legal and an ethical responsibility to
identify serious conflicts of interest when the family member(s) is/are
deviating from the patient's substituted judgment and best interests in
order to further the family member's own agenda (Kapp, 1994a). In such
rare but real situations, the presumption in favor of family decision mak-
ing is rebutted, and the health care professional may have to confront the
family and possibly involve an IEC (discussed below), ombudsman pro-
gram, or (in extreme situations) the court to assure that the vulnerable
patient is protected from unnecessary harm.

The health care professional also may need to invoke external assis-
tance when challenged by a situation in which individual family mem-
bers sharply and strongly disagree among themselves about the proper
course of action and counseling and education are ineffective in reconcil-
ing the family's internal dispute. If courts must become involved in what
are ordinarily private matters because of irreconcilable family differences
or an obvious, serious conflict of interest between the normal decision
maker and the patient, the courts are better suited to choosing a more
appropriate surrogate than to making the decisions themselves about
patient care (Lo et al., 1990; Parry, 1990); in only an extremely small num-
ber of cases have judges themselves actually made or ratified the LSMT
decision itself or held that judges ought to be involved routinely in such
direct decision making.

Foods and Fluids

One of the more controversial ethical issues surrounding LSMT decisions
has concerned the status of artificial means of nutrition and hydration for
the patient who is unable to eat by mouth (Ackerman, 1996; Sheiman,
1996). Some argue that nutritional sustenance, regardless of its form or
mechanism, is so fundamental that it should never be denied to any person
(M. J. Cox, 1998), but the overwhelming weight of ethical commentary,
professional opinion, and legal authority has been in the other direction.
The better view is that artificial feeding and hydration is not obligatory
except where the benefits are likely to exceed the burdens imposed. The
courts consistently have held that artificial means of nutrition and hydra-
tion are forms of medical intervention, that the material thus provided is
more accurately characterized as a drug rather than a food, and that the
same circumstances and principles that would justify the withholding or
withdrawal of other kinds of LSMTs (e.g., mechanical ventilators) also jus
tify the forgoing of artificial nutrition and hydration.
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This legal proposition was reiterated by the Supreme Court in Cruzan;
no legal or ethical distinction whatsoever was drawn between the feeding
tubes that were keeping Nancy alive and other forms of medical interven-
tion that could have been removed in appropriate circumstances. Justice
O'Connor wrote:

Artificial feeding cannot readily be distinguished from other forms of
medical treatment-... Whether or not the techniques used to pass food
and water into the patient's alimentary tract are termed "medical treat-
ment" it is clear they all involve some degree of intrusiveness and
restraint.

Any remaining confusion in this area results from a number of state
living will and DPOA statutes that, on their faces, purport to limit nar-
rowly the power of patients or their proxies to authorize the withholding
or withdrawal of life-sustaining artificial feeding and hydration. These
statutory provisions, attempting to draw a distinction between artificial
sustenance, on one hand, and other LSMT, on the other, run counter to
judicial holdings and are probably unconstitutional (Kapp, 1992b). Until
these restrictive provisions are invalidated by the courts or repealed by
state legislatures, health care professionals working in jurisdictions having
such provisions must proceed cautiously and consult with legal counsel
about specific situations involving the possible forgoing of artificial nutri-
tion and hydration.

As is true for any other form of medical intervention, health care
professionals should encourage and facilitate the active participation of
the patient, if capable of participating, and/or the family in decision mak-
ing regarding the use of feeding and hydration tubes (Ouslander, Tym-
chuk, & Krynski, 1993). This requires a balanced factual presentation of
potential benefits, burdens, and limitations in patients with severe irre-
versible illnesses (Mitchell, Kiely, & Lipsitz, 1997). It should be explained
that feeding tubes frequently are associated with the use of restraints to
keep the patient from pulling out the tubes (Quill, 1989; Morrison, Meier,
& Cassel, 1996).

Within the health care community, there are substantial differences in
practices and attitudes concerning artificial feeding and hydration. Health
care institutions must formulate, implement, and make available clear,
written policies concerning their own practices and philosophy regarding
artificial nutrition and hydration (Meyers & Grodin, 1991; Rabeneck,
McCullough, & Wray, 1997). Among numerous other things, these policies
ought to address situations of patient/family refusal of medically indi-
cated feeding tube placement (DeChicco, Trew, & Seidner, 1997). Tube
feeding policies should be included as part of the institutional protocol
development process that is discussed later in this chapter. Policies should
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be consistent with guidelines developed by relevant professional societies
(A.S.P.E.N. Board of Directors, 1997) and the Joint Commission on Accred-
itation of Healthcare Organizations (JCAHO),

ADVANCE HEALTH CARE PLANNING

Over the past 25 years, a great deal of attention has been focused on
advance or prospective health care planning as a way for individuals to
maintain some degree of control over their future medical treatment even
if they become physically or mentally incapable of making and expressing
autonomous choices at the time that the treatment must be contemplated
(Cantor, 1993; Emanuel, 1993; King, 1996; Miles, Koepp, & Weber, 1996).
Advance health care planning has also been touted as a way to avoid court
entanglements in LSMT decision making, conserve scarce financial re-
sources in a manner consistent with patient autonomy, and reduce fami-
lies' feelings of burden (Jacobson et al., 1996). The Supreme Court's
decision in Cruzan, strongly implying that Nancy could have controlled
her medical destiny and spared her family the turmoil of litigation if,
while decisionally capable, she had thought ahead and clearly docu-
mented her particular future treatment preferences, gave additional impe-
tus and urgency to the concept of advance planning.

Currently, there are two main legal mechanisms available for prospec-
tive health care planning. One is the proxy directive, ordinarily in the form
of a DPOA, which names a proxy or agent who is authorized to make
future medical decisions on behalf of the individual delegating the author-
ity (the "principal" or "maker") in the event of the latter's subsequent deci-
sional incapacity. Many commentators and health care professionals favor
the proxy directive because it empowers a living, breathing human advo-
cate who can speak for the patient at the critical juncture and with whom
the health care team can communicate and interact in the patient's stead
(Mower & Baraff, 1993). Every state has enacted a DPOA statute, and many
have enacted explicit legislation on the use of this device specifically for
health care purposes. For example, a month after the Supreme Court issued
its Cruzan decision, the New York legislature passed the New York Health
Care Agents and Proxies Law (T. E. Miller, 1990; Rouse, 1990). The concept
of the DPOA is discussed in detail in Chapter 8.

Living Wills

The second legal device presently available for advance health care plan-
ning is the instruction directive, usually referred to as a living will, health
care declaration, or natural death declaration. This form of instruction was



200 Geriatrics and the Law

devised in 1969 by the Euthanasia Education Council, known subse-
quently as Concern for Dying and now merged with the Society for the
Right to Die into Choice in Dying. The living will document was intended
to be "a simple, reasonable statement of the belief in the right of the dying
to die and not be kept alive by artificial and heroic measures." Within 6
years of its appearance, more than a half million copies had been distrib-
uted, frequently by religious organizations and senior citizen groups.

A variety of different formulations of the living will document have
since appeared (Hoffmann, Zimmerman, & Tompkins, 1996). Many of
these formulations, including a number based on particular state statutes,
follow the model of the Uniform Health Care Decisions Act (National
Conference of Commissioners on Uniform State Laws, 1993). An elaborate
matrix form for combining value preferences with quite specific instruc-
tions regarding specific interventions in specific situations has been pack-
aged by Ezekiel Emanual and Linda Emanuel and distributed by the
American Medical Association as a comprehensive Medical Directive
(Emanuel & Emanuel, 1,989). Persons sometimes write out a living will
in their own words. Some health care facilities have developed their
own institutional advance care planning forms (Bradley, Blechner, Walker,
& Wetle, 1997).

Health care professionals should consult the law in their own juris-
dictions regarding procedural formalities for living wills. Prodded by the
aggressive lobbying efforts of important civic and professional organiza-
tions, as well as by the arguments of respected scholars (Bok, 1976), states
began to consider legislation seriously in the late 1970s that would specifi-
cally authorize the execution of and provide for the enforcement of living
wills. California led the way in 1976. The President's Commission (1983)
endorsed such legislation in the early 1980s. Significant endorsements
have continued (Cantor, 1992). As of 1998,48 states had enacted some ver-
sion of living will or natural death legislation.

Although the specifics vary from state to state, the common theme of
natural death legislation is endorsement of a patient's right, while still
decisionally capable (Bradley et at, 1997; Kapp, 1994b; Silberfeld, Nash,
& Singer, 1993), to sign a written directive concerning the patient's wishes
about the use of LSMT in the event of subsequent serious illness and deci-
sional incapacity. Such a directive (misnamed a living will, since it has
nothing to do with distribution of property and deals with dying rather
than living) frees the health care professionals and treatment facility from
potential civil or criminal liability for withholding or withdrawing treat-
ment under the specified conditions. Just as is true for the DPOA, the legal
force of the living will goes into effect when the patient, after executing the
document, becomes incapable of making LSMT decisions.
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Even in the couple of states that have not yet adopted comprehensive
natural death legislation, many individuals (especially older persons) have
signed written documents that purport to be living wills anyway. Volun-
tary organizations have been instrumental in encouraging this planning
activity. Since the Cruzan decision appears to have given constitutional
status to an individual's liberty right to plan ahead for future decisional
incapacity by documenting future LSMT preferences, advance instruction
directives that accurately reflect the voluntary, informed choice of a then-
competent patient ought to carry the same weight as would a document
executed in a state with living will legislation.

As a practical matter, it is quite possible for the intent of a living will
to be subverted (Bowers, 1996). State statutes in essence provide that, if a
living will has been properly created, the attending physician must either
follow its directions or refer the patient and family to a different physician
who will obey it. At the least, the attending physician is admonished
against interfering with such a transfer. Such a statutory provision, how-
ever, does not assure compliance with the stated instructions (SUPPORT
Principal Investigators, 1995; Robb, 1997).

The attending physician may simply be unaware that the patient, at
some earlier point in life, signed a living will; getting the document to
accompany the patient is a difficult logistical challenge (Ghusn, Teas-
dale, & Jordan, 1997; Morrison, Olson, Mertz, & Meier, 1995) that has
attracted a good deal of attention and innovation. The federal Patient
Self-Deterrnination Act (PSDA), discussed below, is supposed to help
address this problem. The physician may thwart the effectiveness of a
living will by refusing to confirm clinically that a triggering factual cir-
cumstance, such as terminal illness or PVS, has occurred. Further, even
if a physician refused outright to comply with the applicable directions
of a living will or to refer the patient elsewhere, it would be unusual for
the patient or family to possess the physical, emotional, and financial
ability to initiate legal action to compel compliance or to hold the physi-
cian liable after the fact for noncompliance.

The key thus lies with the good faith and ethical integrity of the health
care professionals involved, particularly the attending physician. It is in
their own legal and ethical best interests, as well as the self-determination
interests of their patients, for health care professionals and the institutions
in which they practice to be aware of advance planning devices and to
maximize their effectiveness (Hammes & Rooney, 1998).

It may be unrealistic to expect the majority of citizens to document
formally their future LSMT preferences (R. F. Johnson, Baranowski-
Birkmeier, & O'Donnell, 1995), Studies indicate, however, that many
patients, including older persons, are willing and even anxious to discuss
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and document their future LSMT preferences in a timely and nonthreaten-
ing setting (Reilly, Magnussen, Ross, Ash, Papa, & Wagner, 1994; Joos,
Reuler, Powell, & Hickam, 1993), but they seldom initiate such communi-
cation with their physicians; the patient generally looks to the professional
to take the lead (Johnston, Pfeifer, & McNutt, 1995; Cox & Sachs, 1994;
Emanuel, Barry, Stoeckle, Ettelson, & Emanuel, 1991). However, physician
performance in facilitating timely discussion and documentation of patient
values and future LSMT choices often has been less than exemplary, for a
variety of psychological, organizational, and professional socializational
reasons (Sachs, Stocking, & Miles, 1992; Morrison, Morrison, & Glickman,
1994; Sulmasy, Song, Marx, & Mitchell, 1996). It is imperative for the med-
ical profession to learn to overcome existing communication barriers and to
improve substantially in this respect. Not incidentally, changes in public
policy that enhanced financial reimbursement for physician time spent in
conversing with patients about LSMT matters might be quite salutary
(Emanuel, 1995; Murphy, 1990), although monetary payment will not take
the place of special training and sensitivity. Physicians ought to be espe-
cially sensitive to pertinent cultural, ethnic (Eleazer et al., 1996), socio-
economic (Hanson & Rodgman, 1996), and religious (Grodin, 1993) factors
that might influence a particular patient's attitude toward end-of-life med-
ical interventions.

A number of strategies for enhancing physician/patient discussions
about advance health care planning and for encouraging patients to
complete formal ADs have been tested and found useful (Sachs, 1994b).
Examples of such strategies include computer reminders for physicians
(Dexter et al., 1998), providing institutional education and feedback for
physicians (Reilly et al., 1995; Markson, Fanale, Steel, Kern, & Annas, 1994)
and other professional personnel (Bamett & Pierson, 1994), structured dis-
cussions with patients and follow-up mailings (Richter et al, 1995), alter-
ing the timing of advance planning discussions (Cugliari, Miller, & Sobal,
1995), distributing informational booklets to patients (Rubin, Strull, Fial-
kow, Weiss, & Lo, 1994), and letting patients choose from among a selec-
tion of forms (Reinders & Singer, 1994). Direct, face-to-face discussions
between patients and nonphysician health care providers, such as social
workers, also have demonstrated promise for effectively encouraging
advance health care planning by patients (Mezey, Mitty, Rappaport, &
Ramsey, 1997). It has been suggested that hospitals appoint standing com-
mittees to encourage both patients to execute ADs and physicians to pay
close attention to their patients' wishes regarding medical care at the end
of life (Gross, 1998).

The physician should endeavor to determine whether a patient, espe-
cially one who is older, has signed a valid advance directive; the PSDA
should assist here. Ideally, the physician should have discussed this matter
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with the patient, been integrally involved in the patient's decision to exe-
cute or not execute such a directive, and placed a copy of the completed
form in the patient's permanent medical record long before critical illness
and decisional incapacity (i.e., a crisis) erupts (Loewy, 1998; Gillick, 1995a).
To avoid confusion caused by ambiguous wording in the document itself,
the physician should discuss with the decisionally capable patient the
patient's understanding and the intent 0acobson et al., 1994) of the words
of the AD (Malloy, Wigton, Meeske, & Tape, 1992). Absent that oppor-
tunity, the physician should attempt to reconstruct and clarify the patient's
understanding and intent from relatives and close friends familiar with the
patient's values and desires (Emanuel, Barry, Emanuel, & Stoeckle, 1994),
although projecting patients' preferences accurately is often precarious
(Reilly, Teasdale, & McCullough, 1994). The physician must be candid in
determining when the conditions contemplated by the patient in signing
the document have materialized. A physician who does not intend, for
religious or other personal reasons, to honor an AD should notify the
patient of his or her intent and the underlying reasons as early in the rela-
tionship as possible.

While ADs hold substantial promise for promoting valuable ethical,
legal, and clinical goals (Emanuel, Emanuel, Stoeckle, Hummel, & Barry,
1994; Fins, 1997), their impact in assuring autonomous, authentic medical
decisions and results will necessarily remain limited (Block, 1993; Larson
& Eaton, 1997; Jacobson et al., 1996; Schonwetter, Walker, Solomon,
Indurkhya, & Robinson, 1996; Teno, Licks, et al., 1997; Teno, Lynn, et al.,
1997; Terry & Zweig, 1994; Tonelli, 1996; Virmani, Schneiderman, &
Kaplan, 1994). Concern with documentation of future treatment prefer-
ences should not usurp the place of trying, whether or not the efforts are
formally enshrined in writing, to continuously improve the current pat-
tern of end-of-life practice through better, more comprehensive physician/
patient communication (Loewy & Carlson, 1994). Put differently, advance
care planning should be conceptualized as a process of developing a valid
expression of wishes rather than a single consultation event or the signing
of a statutory piece of paper (Ackerman, 1997; Emanuel, Danis, Pearlman,
& Singer, 1995).

INSTITUTIONAL POLICIES AND PROCEDURES

Health care institutions are supposed to lay out their philosophies and
practices concerning LSMT decision making, with or without the presence
of ADs, in the form, of written policies and procedures. Such written pro-
tocols have been urged as a way to enhance patient autonomy by provid-
ing timely information—hence, more meaningful choice—to patients and
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their families, to serve the patient's best interests as viewed from the
patient's perspective, to facilitate a more harmonious and less stressful
decision-making process, and to reduce provider anxiety about potential
criminal or civil liability for withholding or withdrawing LSMT.

These rationales undergirded Congress's enactment of the PSDA as
sections 4206 and 4751 of the Omnibus Budget Reconciliation Act (OBRA)
of 1990 (Public Law 101-508), codified at 42 U.S.C. §§1395cc(a)(l) and
1396a(a). Effective since 1991 and demonstrating decidedly limited impact
thus far (Teno, Branco, et al, 1997), this federal law requires all Medicare
and Medicaid provider organizations (specifically defined as hospitals,
skilled NFs, home health agencies, hospices, health maintenance organi-
zations, and preferred provider organizations) to

Provide written information to patients at the time of an admis-
sion concerning "an individual's right under State law (whether
statutory or as recognized by the courts of the State) to make
decisions concerning . . . medical care, including the right to
accept or refuse medical or surgical treatment and the right to for-
mulate advance directives."
Maintain written policies and procedures with respect to ADs
and to inform patients of the policies.
Document in the individual's medical record whether or not the
individual has executed an AD. Under §4641 of the Balanced Bud-
get Act (BBA), Public Law 105-33, this information must be dis-
played in a "prominent" part of the patient's medical record.
Ensure compliance with the requirements of state law respecting
ADs.
Provide (individually or with others) for education of staff and
the community on issues concerning ADs.

The law also requires providers "not to condition the provision of
care or otherwise discriminate against an individual based on whether or
not the individual has executed an advance directive," The statute im-
poses an obligation on the states to develop a description of state law.
Specifically, it requires

that the State, acting through a State agency, association, or other pri-
vate nonprofit entity, develop a written description of the law of the
State (whether statutory or as recognized by the courts of the State) con-
cerning advance directives that would be distributed by providers or
organizations.

Finally, the law requires the Department of Health and Human Ser-
vices (DHHS) to undertake a public education campaign. This entails
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developing or approving national educational materials, assisting states
in developing state-specific documents, and mailing information to Social
Security recipients.

Health care providers who do not have in place adequate written
policies and procedures should develop them expeditiously, and those
with current protocols must review and, if necessary, revise them. A
number of excellent models exist to assist providers in this endeavor,
although ultimately each set of policies and procedures must be tailored to
the individual mission and ethos of the provider, rather than copied from
a "cookbook." Providers additionally must develop or enhance their infor-
mational and educational activities for patients, families, staff (including
employed and affiliated physicians), volunteers, and the community. Man-
agement must assure that institutional protocols are being implemented
conscientiously and effectively, ideally accomplishing the spirit as well as
the letter of the PSDA's requirements. The commitment and cooperation
of attending physicians are the key to meaningful implementation of the
PSDA, as opposed to merely formalistic, ritualistic compliance with
the legal dictates as an administrative paper-shuffling exercise (M. L,
White & Fletcher, 1991).

More and better educational experiences and materials must also be
developed and disseminated for attorneys and risk managers who advise
health care providers. Sometimes provider behavior that is counter-
productive to both patient autonomy and provider legal protection is the
result of erroneous guidance by uninformed legal and risk-management
counselors (Kapp, 1997b). The PSDA provides the occasion for accurate,
realistic edification of the bestowers, as well as the beneficiaries, of legal
and risk management counsel (White & Fletcher, 1991).

The development of written institutional protocols regarding LSMT
and advance directives may reduce the ethical and legal dilemmas that
often occur when the wishes of the patient or family, especially concerning
a decision to forgo LSMT, conflict with provider values. Health care insti-
tutions stand for certain principles, as reflected in their mission statements,
and those principles should be part of the provider's dialogue with poten-
tial patients and their families so that informed choices may be made before
a crisis unfolds, and arguments and/or patient transfers can be avoided.

Although the PSDA does not apply specifically to physicians' private
offices, it in no way precludes or is intended to discourage discussions
about future patient medical treatment wishes from being conducted in
the primary care setting. Indeed, it is preferable that such conversations
occur in these relatively nonthreatening settings rather than during admis-
sion to a health care institution at a time of crisis.

In 1998, Congress considered a bill to create the Advance Planning and
Compassionate Care Act, S. 1345. This legislation would have expanded
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and enhanced the requirements of the PSDA, and will be reintroduced
in 1999.

"DO NOT" ORDERS

Many health care facilities, both acute (Jayes, Zimmerman, Wagner,
Draper, & Knaus, 1993) and long-term (Finucane & Leal-Mora, 1997; Kane
& Burns, 1997; Zweig, 1997), have developed and implemented written
protocols regarding prospective physician orders to withhold the ini-
tiation of particular kinds of LSMTs in the future under specified cir-
cumstances. Such "do not" orders are a form of advance health care
planning. Although this section focuses on "do not" orders in health care
facilities, policies and procedures for withholding LSMT in the home
are also important (Kapp, 1995f). Over half the states have passed statutes
explicitly authorizing do-not-resuscitate (DNR) orders outside of institu-
tions (Parri, 1996), professional associations have developed policy state-
ments to deal with resuscitation attempts in the field (American College of
Emergency Physicians, 1996; Delbridge, Fosnocht, Garrison, & Auble,
1996), and individual agencies have adopted implementation strategies for
these situations (Sosna, Christopher, Pesto, Morando, & Stoddard, 1994).

The most prevalent kind of "do not" order in health care facilities and
homes is the order not to initiate cardiopulmonary resuscitation (CPR) fo
a particular patient in the event of cardiopulmonary arrest; this is variously
termed a DNR order, an order not to resuscitate (ONTR), an order to not
attempt resuscitation, or a no-code order. Professional organizations have
for many years urged institutions to create formal DNR policies; JCAHO
has required accredited hospitals to have such a policy since 1988; and New
York was the first state to legislatively mandate DNR policies in health care
facilities (DeBuono, 1997; McClung & Kamer, 1990; Pollack, 1996). The
PSDA requires each Medicare and Medicaid provider to adopt a policy on
this subject, to notify potential patients or their proxies of their policy's
contents, and to educate staff and the community appropriately.

There is a broad social and professional consensus regarding the pro-
priety of withholding the initiation of CPR from certain patients (American
Heart Association, Emergency Cardiac Care Committee and Subcommit-
tees, 1992; American Nurses Association, 1992; Choice in Dying, 1995). Cri-
teria for DNR orders are consistent with criteria for forgoing other types of
medical interventions when the patient, either as a dedsionally capable
individual or through substituted judgment, makes the choice (Finucane,
1996; Hakim et al., 1996; Rosenfeld et al., 1996) or the surrogate believes that
the disproportionate balance between likely burdens and benefits renders
the intervention not in the patient's best interests. There is substantial
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agreement that judicial involvement is superfluous and undesirable (Mur-
phy v. Wheeler, 1993) except in extreme cases (In re Austwick, 1995) and
indeed that one of the primary goals of prospective planning is to obviate
such involvement (Ebell, 1994; Kapp, 1996/97),

The policies and procedures developed, revised, or expanded by
health care providers under the PSDA must include other kinds of pro-
spective orders in addition to the DNR. Resuscitation is not the only med-
ical intervention about which decisions may and often should be made in
advance of the triggering event. For instance, for patients in a long-term
care setting, advance planning about transfer to & hospital under certain
foreseeable circumstances may be especially essential (Tresch, Sims,
Duthie, Goldstein, & Lane, 1991), and a do-not-hospitalize (DNH) order
entered by the physician prospectively may enhance patient autonomy
and obviate a lot of turmoil and burden for the family and the health care
team. The doctrine of informed consent applies with full force to inter-
facility transfers (Jablonski, Mosley, & Byrd, 1991).

Institutional policies should clearly delineate which do-not orders
will be permitted, under what circumstances or criteria, and according to
what procedural guidelines (Doyal & Wilsher, 1993; Heffner, Barbieri,
& Casey, 1996; Mittelberger et al, 1993). Ideally, these policies will incor-
porate the spirit (e.g., autonomy, dignity, quality of life) as well as the
legal formalities of patient and family participation in prospective decision
making (Brunetti, Weiss, Studenski, & Clipp, 1990; Zweig, 1997). Institu-
tional policies in this area must work against the common de facto varia-
tions that occur in practice, consciously or not, in the use of DNR orders
based on socioeconomic and other patient characteristics unrelated to
medical prognosis or patient choice (Jayes et al., 1996; Shepardson et al.,
1997; Wenger, Pearson, Desmond, Harrison, et al., 1995). The provider
must regularly monitor staff behavior to ensure that its policies are being
carried out faithfully (e.g., not in the form of "show" or "slow" codes
(Gazelle, 1998)) and without undue incident (Swig et al., 1996).

Orders should be documented and communicated among members
of the health care team explicitly and unambiguously (e.g., does a DNR
order refer to both basic and advanced cardiac life support?) to avoid
future confusion and erroneous performance in the midst of a crisis
(Walker, Schonwetter, Kramer, & Robinson, 1995; Wenger, Pearson,
Desmond, Brook, & Kahn, 1995). Careful, detailed documentation and
communication, particularly in the case of DNR orders, should address
and avoid the twin dangers of both overinterpretation (i.e., inappropri-
ately depriving the patient of potentially beneficial interventions other
than CPR or of palliative or comfort measures that are always appropriate)
and underinterpretation (i.e., inflicting other futile and burdensome inter-
ventions on the patient because they are not CPR) (Lo, 1991). Do-not
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orders should be incorporated into the comprehensive care plan for the
patient, rather than treated as a separate subject.

Communication with the patient and/or family is essential regarding
prospective decisions to withhold particular interventions (Prendergast
& Raffin, 1996). Decisions about CPR and other LSMTs must be indi-
vidualized (Health Care Financing Administration, 1996). Facts must be
presented sensitively and tactfully but honestly and realistically (Diem,
Lantos, & Tulsky, 1996; Florin, 1994; Ghusn, Teasdale, & Skelly, 1995;
Karetzky, Zubair, & Parikh, 1995; Mdntyre, 1993a; D. L. Miller, Gorbien,
SimbartI, & Jahnigen, 1993; Sorum, 1995; Tulsky, Chesney, & Lo, 1995,
1996; Zweig, 1996). It is best when discussions can begin early, outside a
crisis atmosphere. As indicated by a couple of cases (Payne v. Marion Gen-
eral Hospital, 1990; Wendland v. Sparks, 1998), entering and acting upon
DNR or other do-not orders without the informed consent of the patient or
authorized surrogate decision maker may be problematic if the withheld
intervention can be shown to have been potentially beneficial to the
patient—that is, if there really was a choice to make. To ease the discussion
psychologically, in terms of relieving feelings of guilt from the family's
shoulders, the physician may want to present the situation less as a set of
viable options from which to choose and more as one requiring patient or
family permission to follow the one course of conduct that is clinically
and ethically indicated.

A number of studies indicate that most patients and families are will-
ing, even anxious, to engage in serious prospective discussions about
withholding medical interventions and that the vast majority cope well
with such conversations (Murphy et ah, 1994; Phillips et ah, 1996; Schon-
wetter, Walker, Kramer, & Robinson, 1993; Stolman, Gregory, Dunn, &
Levine, 1990). However, the performance of physicians in initiating such
discussions has lagged generally behind this patient/family interest, and
do-not orders often get entered and carried out absent adequate inter-
action (Paris, Carrion, Meditch, Capello, & Mulvihill, 1993). Conversely,
physicians' failure to understand and/or honor patients' wishes may
result in unwanted, excessive resuscitation attempts (Teno et al, 1995).
Health care professionals, particularly physicians, must work to overcome
some of the barriers that have impeded this form of communication (Tul
sky et ah, 1995,1996). Institutional protocols and educational efforts man
dated by the PSDA are intended to have a positive influence in this regard.
All communication conducted with patients and families, including deci-
sions made or ratified by the patient or family, must be documented thor-
oughly in the medical record.

Patients and families should have explained to them that prospective
decisions to withhold specific interventions are subject to ongoing review
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and revision if the clinical circumstances change. If, for example, the
patient's condition changes either positively or negatively, so that the bal-
ance between likely benefits and burdens of intervention is altered, a do-
not order can be revised. Documentation in the patient's chart should
reflect this continual process of review and, where appropriate, revision.

An important ongoing debate rages over the legal and ethical obliga-
tion of the health care team, particularly the physician, even to raise with
the patient or family the possibility of medical interventions that, in the
health care team's professional judgment, would be futile or nonbeneficial
for the patient. Put differently, if the health care team believes that CPR,
for example, for a particular patient has a negligible chance for success, is
there a duty nonetheless to present a choice to the patient or family—that
is, to ask for their consent prior to entering a DNR order—or may the
physician enter such an order unilaterally? This specific issue has not been
squarely presented to the courts yet, and hence there is no definitive legal
precedent. Statutory law has not addressed this issue either. Institutional
protocols and community education activities undertaken in compliance
with the PSDA should address this subject (Schoenenberger, von Planta,
& von Planta, 1994) and notify potential patients and families concerning
the provider's philosophy on this point. Sufficient documentation regard-
ing the patient's condition and the futility (and therefore absence of a
meaningful choice) regarding specific medical interventions should be
present. The subject of medical futility and its legal implications is dis-
cussed further, below.

INSTITUTIONAL ETHICS COMMITTEES

One mechanism that a growing number of health care organizations,
including home health agencies (HHAs) and NFs (Hoffmann, Boyle,
& Levenson, 1995), have put into place since the mid-1970s to assist in
dealing with difficult legal and ethical questions surrounding LSMT (and
sometimes other kinds of medical) decisions is the IEC, also referred to as
a bioethics committee. There is no single model for the composition and
operation of an IEC, but the general idea is to create a multidisciplinary,
interdisciplinary body bringing together a broad array of expertise, expe-
rience, and philosophical perspectives (including that of the community
and/or consumer) that is proactively (Dowdy, Robertson, & Bander, 1998)
available to the health care provider and its staff in ethical matters
(Spicker, 1998).

An IEC can be involved in any combination of policy-making, educa
tional, or individual case consultation activities concerning ethical aspects
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of patient care (Robertson, 1991). lECs are especially useful in helping
providers to satisfy the policy-making and staff and community education
requirements of the PSD A. Regarding case consultation, an IEC may be
involved concurrently or retrospectively. lECs ordinarily offer advice,
rather than binding holdings, to the involved parties. lECs differ signifi-
cantly over operational issues surrounding who may and who must
bring a case before the IEC and under what circumstances (Gramel-
spacher, 1991).

Despite the potential benefits of IEC development and implementa-
tion for many health care providers, a host of legal, ethical, and adminis-
trative questions arise whose answers either depend on particular state
law or, more likely, have not yet been determined. Most basically, what is
the relationship between the lEC's ethics focus and its potential risk man-
agement role, and how can (should?) a provider prevent the latter role
from totally dominating the former? Should the institutional risk manager
and/or attorney be a member of the IEC, and if so, what role should that
person play to prevent institutional interests from overwhelming the
patient's interests when there is a tension between the two? What record-
keeping and reporting practices are advisable if a provider is anxious
about the legal issues of possible discoverability and testimonial privilege
for IEC records and reports? Structurally, should the IEC be a committee
of the medical staff or of the governing board? What are the confidential-
ity considerations, in the sense of IEC access to patient records with and
without patient or family permission? What weight do and should courts
give IEC recommendations (R, F. Wilson, 1998)? Thus far, courts have
shown great respect for lECs as sources of guidance. No court has
imposed any legal liability on an IEC or on any health care provider who
acted under an lEC's advice, but the question of potential liability for IEC-
related activity is one that continues to bother members and sponsoring
providers nonetheless.

Individual providers must take into account their own unique situa-
tions in deciding upon the value of an IEC for them. If an IEC exists or
there is a decision to create one, each facility must deal with the opera-
tional questions just posed in terms of individual strengths and needs,
experiences, resources, and state law. Providers may want to experiment
with different structural forms, including regional networks or Ethics Con-
sultation Services (Orr, Morton, de Leon, & Fals, 1996), where individual
lECs are not practical. Regardless of structure, extensive educational
efforts regarding the role of the IEC or ethics consultation service should
be aimed at patients, families, and the larger community served. IEC
members must receive education regarding the ethical issues they are
likely to confront, as well as about special considerations relevant to older
patients and their families.
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LEGAL LIABILITY FOR DECISIONS
TO WITHHOLD OR WITHDRAW LSMT

One of the problems that characterizes this practice area and that, to a sig-
nificant extent, has impeded good decision making and desirable conduct
regarding medical care near the end of life is the existence of a deep-
seated, pervasive, free-floating anxiety on the part of many health care
providers about incurring potential criminal or civil liability as a result of
withholding or withdrawing LSMT (Kapp, 1997b). End-of-life decision
making frequently is "influenced more by considerations of risk manage-
ment than by those of patient care" (Quill, 1992).

There is a strong consensus among knowledgeable observers that
these fears are grossly exaggerated and unrealistic. As legal scholar Alan
Meisel (1996) has noted,

As small as the proportion of appealed cases is, the proportion of deaths
from foregoing life-sustaining treatment that is litigated is also very
small. Somewhere between 0.2% and 0.5% have been litigated at all,
and between 37 and 55 in 10 million have been litigated to the point of
yielding an appellate decision.

Much of the legal anxiety influencing inappropriate medical treat-
ment for critically ill and dying patients is fueled by misunderstanding
and misinterpretation. For example, legal experts interviewed by the U.S.
General Accounting Office (1995) indicated that, when an individual's
wishes are clear, difficulties in getting requests to withhold or withdraw
artificial nutrition and hydration honored typically arise from confusion
about the legal ramifications, rather than because any legal impediment
actually exists. By early 1998, a dozen state legislatures had enacted
"Intractable Pain Statutes" providing criminal, civil, and disciplinary im-
munity for physicians engaged in justifiable, aggressive pain management
practices using opioids.

Nonetheless, however weak the factual foundations, the anxieties felt
by physicians and other health care providers about potential criminal,
civil, and/or regulatory liabilities are real and palpable influences on the
quality and humanity of medical care actually provided to vulnerable
older patients. Adverse effects may take the form of overtreatment (e.g.,
inappropriate resuscitation attempts or artificial feeding) (Ely, Peters,
Zweight, Elder, & Schneider, 1992), undertreatment (e.g., insufficient pain
control), and impaired communications with patients and families. The
problem exists even for physicians who understand intellectually that
their own legal exposure is minimal when their conduct is medically and
ethically proper. The very fact that physician conduct in this most delicate
of areas could conceivably be questioned in a legal context is enough to
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skew behavior. Physician Jack McCue (1995) most assuredly is correct
when he urges that "[t]he exaggerated fears of liability risks that pressure
physicians and nurses to withhold palliative treatment or continue futile
therapy in patients near the end of life must be addressed in a forthright
fashion."

As usual, the most realistic and, effective risk management in thi
realm lies not in reflexive resort to the courts or a cowardly refusal to
respect patient and family wishes. Rather, the emphasis ought to be on
conducting timely (Lynn, Teno, & Harrell, 1995) and open conversation
with patients and families regarding current and future treatment prefer-
ences (Hanson, Danis, & Garrett, 1997), as well as scrupulous documenta-
tion of such conversations.

PHYSICIAN-ASSISTED DEATH

Fear of potential criminal or civil liability is a much more realistic and rel-
evant concern when the issue is not the withholding or withdrawal of
LSMT from a seriously ill patient so that nature can take its course, but
rather the provider's engaging in some active intervention for the pur-
pose and with the result of hastening the patient's death. Current U.S. law
is unambiguous in its condemnation, particularly through state homicide
statutes, of health care providers engaging in active (voluntary, positive)
euthanasia (i.e., actively and intentionally doing something like admin-
istering a lethal injection to hasten the death of a patient without that
patient's permission). In addition, almost all states explicitly legislatively
condemn physician-assisted suicide (i.e., actively helping a patient to
purposely take his or her own life), through either a specific statute on
the subject or judicial interpretations of their general homicide statutes
(Tarnow, 1996).

In 1997, the U.S. Supreme Court unanimously upheld the validity of
state laws making it criminal for physicians or other health care profes-
sionals (Asch, 1996; Asch & DeKay, 1997) to assist a patient to commit sui
cide. In these decisions (Vacco v. Quill, 1997; Washington v. Glucksberg, 1997),
the Court rejected the notion of any constitutional right to physician-
assisted suicide (Annas, 1997).

Legislatures, courts, professional organizations (American Academy
of Neurology, 1998; American Medical Directors Association, 1997), and
most commentators thus far have consistently distinguished between
abating medical treatment, on the one hand, and assisted suicide and
active euthanasia, on the other, with the latter categories being legally out
of bounds (L. }. Harris, 1997) and widely considered to be inferior
approaches to alleviating the problem of patient suffering, compared with
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the provision of competent, aggressive palliative care (Bretscher & Crea-
gan, 1997; Cohn, Forlini, & Lynn, 1997; Quill, Meier, Block, & Billings,
1998). Indeed, some commentators argue that the Supreme Court's rejec-
tion of a constitutional right to assisted suicide actually amounted to
endorsement of a constitutional right to palliative care (Burt, 1997), while
others assert that failure to provide adequate palliative care ought to be
punishable through medical malpractice litigation and professional dis-
ciplinary proceedings (Tucker, 1998).

Although the Constitution does not require it, the door is open legally
for particular states to choose, as a matter of their own respective public
policies and politics, to decriminalize physician-assisted suicide or even
active euthanasia (Churchill & King, 1997; E. J, Emanuel, 1998; Gostin,
1997). In Oregon, voters in 1997 passed (for the second time [Annas,
1994a]) a referendum (Measure 16) on a Death With Dignity Act per-
mitting physician-assisted suicide under certain strictly constrained cir-
cumstances, Or. Rev. Stat. §§127.8QO-.897. Based upon the pragmatic
experience (S. M. Wolf, 1998) in that state (Goodwin, 1997; Josefson, 1998;
Tolle, 1998), as well as close scrutiny of medical practice in the Nether-
lands (where physician-assisted death is illegal but not prosecuted
[Onwuteaka-Philipsen, Muller, van der Wai, van Eijk, & Ribbe, 1997],
other jurisdictions may follow similar paths in the coming years. A shift
from criminalization to regulation of certain forms of physician-assisted
death will pose vexing ethical and practical challenges to physicians and
the organizations that advise them (Haley & Lee, 1998; Heilig, Brody, Mar
cus, Shavelson, & Sussman, 1997).

HOSPICE CARE

For a growing number and variety (Luchins, Hanrahan, & Murphy, 1997;
National Hospice Organization, 1996; Volicer, 1997) of terminally ill patients
in the United States, care is being provided through hospices. Hospice
care focuses on providing palliative and supportive services to the patient
and family rather than aggressive medical intervention (Lattanzi-Licht,
Mahoney, & Miller, 1998; McCue, 1995). Hospice originally was a medieval
name for a way station for pilgrims and travelers, where they could be re-
plenished, refreshed, and cared for; today, the term refers to an organized
program of care for people going through life's last station (AMA Council
on Scientific Affairs, 1996). The whole family is considered the unit of care,
and the care extends through the mourning process. Emphasis is placed
on symptom control and preparation and support before and after death,
full-scope health services being provided by an organized interdisciplinary
team on a 24-hour-a-day, 7-day-a-week basis regardless of the patient's
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physical location. Hospices originated in England and slowly came to the
United States over the past three decades,

Hospice organization may take a number of different forms (Volicer
& Hurley, 1998): (1) home care programs, which may be affiliated with a
hospital or other health care facility; (2) freestanding hospice facilities that
provide inpatient services; (3) freestanding hospice facilities affiliated with
hospitals or health professions schools; (4) hospice units within a hospital,
which may range from several beds to an entire ward or floor; and (5) hos-
pice teams working inside a hospital or nursing facility (Keay & Schon-
wetter, 1998).

The growing hospice movement poses several potential legal impli-
cations. First, individual health care professionals bear the same sorts of
potential legal liability that they would in any model of health care deliv-
ery, in terms of informed consent and acceptable standards of care. In
addition, hospice organizations themselves encounter many of the same
types of legal issues that have concerned other institutional health care
providers for years, such as health planning requirements, licensure,
accreditation, and, closely tied to licensure and accreditation, fiscal reim-
bursement regulations.

Hospices in Europe and the United States traditionally have been
funded mainly by religious organizations or private foundations, but as
hospices continue to spread in numbers and scope of services, third-party
public and private insurance payments must be more actively pursued.
Medicare coverage for hospice services delivered outside the confines of
the acute care hospital to terminally ill patients over 65 years is available.
Under the BBA of 1997, Public Law 105-33, the Medicare hospice benefit
now includes any items or services that are listed in the individual's plan
of care and for which payment may otherwise be made under the
Medicare program. There are two 90-day hospice benefit periods, fol-
lowed by an unlimited number of 60-day periods. A physician must cer-
tify that the patient is terminally ill at the start of the initial 90-day benefit
period. Then, at the beginning of each 60-day period, an appropriate medi-
cal professional must recertify that the beneficiary is terminally ill.

In addition to the formal legal requirements that a hospice must satisfy,
the National Hospice Organization (NHO), a voluntary association in
Washington, DC, has adopted standards for hospice programs. Developed
by a group of hospice professionals representing the various disciplines uti-
lized in hospice care, these standards and their underlying principles cover
the following components: (1) program administration, (2) unit of care
(patient/family), (3) symptom control, (4) quality assurance, (5) records,
(6) continuity of care, (7) personnel, (8) bereavement care, and (9) physical
plant. The Hospice Association of America has developed and dissemi-
nated a Code of Ethics and a Hospice Patient's Bill of Rights for its members.
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Further, JCAHO conducts a hospice accreditation service, including stan-
dards and surveys. "Deemed" status for these services, under which
programs accredited by JCAHO would be recognized as meeting the gov-
ernment's eligibility requirements for Medicare reimbursement, is a possi-
bility in the future.

A hospice must never be used by health care professionals as a con-
venient dumping ground to avoid the legal, ethical, emotional, and clini-
cal problems encountered in caring for terminally ill persons in hospital
or NF settings. The health care professional should be aware of the hos-
pice movement, both in general and in terms of particular community
resources, and should appreciate its potential advantages in caring for
certain terminally ill patients (Harrold & Lynn, 1998), The current legal
and accreditation status of the specific hospice(s) with which they are
associated should also be known to health care professionals.

DEMANDS FOR FUTILE MEDICAL CARE

A new kind of "right to die" dilemma has emerged on the scene in the past
decade (Fins, 1994). This is the problem of patients or their families
demanding that health care professionals provide them with forms of
LSMT that, in the opinion of the health care professionals, are "futile" or
"nonbeneficial." Such demands for aggressive medical interventions occur
often, even in the face of dismal survival and quality-of-life prospects
(Levinsky, 1996; O'Brien et al, 1997) and may create a clash at the bedside
between patient autonomy (asserted personally or through a proxy) and
the professional's own conscience (Daar, 1993). Some have suggested that
this clash may be avoided or softened if the issue is characterized as one
of "appropriateness" of specific treatments (Prendergast, 1995; Sharpe
& Faden, 1996). Additionally, although they are not the same thing, the
concepts of futility and economic waste overlap considerably; wasteful
treatment offends the ethical notion of distributive or social justice/fairness
(Luce, 1994). In the same vein, the concept of futility must not be used as a
ploy to justify health care rationing in disguise (Jecker & Schneiderman,
1992; Lantos, 1994).

A number of commentators have argued cogently that, whereas the
patient's right to autonomy in medical decision making, whether exer-
cised personally or through a surrogate, allows for the informed refusal
of LSMT, it should not extend to demands for pointless interventions
(Layson & McConnell, 1996). In the latter situation, the argument goes,
there really is no choice to make, and the health care professional is under
no ethical duty to respond affirmatively to the patient's or family's unrea-
sonable demands (Layson & McConnell, 1996; Society of Critical Care



216 Geriatrics and the law

Medicine, 1997), In fact, the argument is made, acceding to requests for
nonbeneficial treatment would constitute the practice of poor medicine
and violate the health care provider's ethical precepts of beneficence
and nonmaleficence (Brody, 1994; Paris, Schreiber, Statter, Arensman, &
Siegler, 1993).

Others caution that determining the futility of a particular form of
LSMT for a patient in advance depends upon how one conceptualizes the
issue. Physiological futility refers to interventions that will have no plau-
sible effect on a disease, (e.g., resuscitation attempts in situations where
survival is unprecedented) (Marsden, Ng, Dalziel, & Cobbe, 1995). Quan-
titative futility refers to therapies that are extremely unlikely to work;
there is active debate about who determines when an outcome is so rare
that a therapy is quantitatively futile and what value ought to be assigned
to small but measurable effects (Ebell, 1995; Jecker & Pearlman, 1992;
McCrary, Swanson, Youngner, Perkins, & Winslade, 1994). Qualitative
futility refers to situations where proposed life-sustaining medical treat-
ments would do nothing to improve—and might even diminish—the
patient's overall quality of life (Schneiderrnan, Jecker, & Jonsen, 1996).

The problem is complicated by the phenomenon of medical uncer-
tainty and the inevitability of value judgments intruding (Lo, 1991; Sco-
field, 1991; Waisel & Truog, 1995). For example, there is well-documented
age bias in how physicians make many critical treatment decisions (Kapp,
1998s) that may reflect subjective assessments that old age equals medical
futility, regardless of the unique patient's own actual life expectancy, abil-
ity to tolerate interventions, and quality of life. Additionally, it is impor-
tant for health care professionals to consider potential psychological and
other intangible benefits in addition to physiological success in judging an
intervention's futility. Under the most extreme—arguably even cruel
(Smith, 1995)—version of this view, the physician has a moral responsibil-
ity to provide, and third parties have a duty to pay for, virtually any med-
ical treatment demanded by the patient or proxy (Veatch, 1994). The
National Right to Life Committee has developed and distributes a Will to
Live form intended to allow individuals to prospectively demand maxi-
mal medical intervention as a matter of advance planning for eventual
incapacity.

The issue of whether a health care professional has a legal obligation
to effectuate a patient's or family's demand for LSMT that the professional
believes to be futile (in the most complete sense) is unclear at the present
time. This is despite the venerable legal maxim, lex neminem cogit ad vana
sen inutilia peragenda!—"the law compels no one to do vain or useless
things!"—and the AMA's opinion (AMA Council on Ethical and Judicial
Affairs, 1997) that physicians "are not ethically obligated to deliver care
that, in their best professional judgment, will not have a reasonable chance
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of benefiting their patients. Patients should not be given treatments simply
because they demand them." Treatment decisions and conflict resolution
at present must take place in the context of a lack of judicial consensus
0ohnson, Gibbons, Goldner, Wiener, & Eton, 1997; Wendland v. Sparks,
1998). Especially uncertain is the potential relevance of the Americans
With Disabilities Act (ADA) to physicians' treatment decisions predicated
on the futility concept (P. G. Peters, 1997).

Consequently, providers overwhelmingly (but not unanimously
[Asch, Hansen-Flaschen, & Lanken, 1995]) tend to take the perceived path
of least resistance and provide the intervention demanded (Luce, 1990).
Using CPR as their focus, Marsh and Staver (1991) argue persuasively that
a physician has no legal duty to provide or even to discuss a futile inter-
vention. However, actual case law in what one set of commentators has
termed the "right to live" area (Middleditch & Trotter, 1997) is still quite
sparse. In one of the few published judicial decisions on this topic (In re
Conservatorship of Wanglie, 1991), a trial court in Minnesota denied a hos-
pital's request to appoint an independent guardian to evaluate the benefits
versus the futility of continuing a respirator for an 86-year-old patient in
a PVS of more than a year's duration; instead, the court appointed as
guardian the patient's husband, who insisted on the respirator's continu-
ation as long as the patient remained alive in any condition (Angell, 1991;
Miles, 1991). The patient died 3 days after the court's ruling anyway, mak-
ing an appeal moot and leaving a legal precedent that, although not deal-
ing directly with the futility issue, may have the effect of frightening health
care providers into submission to family requests, regardless of how
unreasonable they are clinically and ethically.

The futility issue is one with enormous financial (Halevy, Neal, &
Brody, 1996; Murphy & Finucane, 1993; Teno et al,, 1994), ethical, and legal
implications. Legislative, judicial, and/or professional organizational
guidance is needed desperately (Murphy, 1994), although the reluctance of
elected representatives and the courts to wade into this thicket is under-
standable (Cranford, 1994; Mason & Mulligan, 1996). Formal clinical prac-
tice guidelines might eventually play a role in this sphere (L. J. White,
1994). Health care institutions, acting singularly or collectively (Halevy &
Brody, 1996), should consider the development and adoption of their own
explicit policies to guide their medical and nursing staffs in this area.

Until some definitive guidance (Curtis, Park, Krone, & Pearlman,
1995) is provided, health care professionals should act carefully in defin-
ing benefit in its broadest sense and erring on the side of the patient and
family as the best evaluators of whether LSMT is worthwhile (Alpers &
Lo, 1995; Traog, Brett, & Frader, 1992). When in doubt, the health care
provider probably should presume that the patient would want an inter-
vention whose benefits are uncertain (Mclntyre, 1993a). At the same time,
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though, health care providers should be aggressive in explaining to the
patient and/or family their point of view concerning an intervention's
futility (Dunn & Levinson, 1996; Tong, 1995), using information and rea-
son to guide them to a responsible choice (Doukas & McCullough, 1996);
few (albeit some) patients and families are likely to persist in insisting
upon truly burdensome, nonbeneficial medical assaults if they trust the
physician (Caplan, 1996; Lantos, 1994; Youngner, 1995). Additionally,
some providers will need to have the courage to challenge a patient or
family through the legal process so that legal precedent can evolve and
clarify respective rights and obligations (Cantor, 1996; Lloyd, 1996).

DEFINITIONS OF DEATH

For most of our history, cessation of cardiorespiratory functioning has
served quite adequately as a definition of death for all purposes. The use-
fulness of this definition has been seriously impaired in recent years, how-
ever, as amazing advances in biomedical technology have made it possible
to sustain cardiopulmonary functioning artificially in certain individuals
almost indefinitely. Thus, we have been forced to search for a revised defi-
nition of death that is comprehensive (legal, ethical, and clinical) and that
responds to the following questions: (1) when is a person dead, so that
there is no doubt that LSMT can be withheld or withdrawn, and (2) when
is a person dead, so that organs may be removed from his or her body and
transplanted into a living human being?

Most of the legal reform attention of the past 30 years has focused on
some version of irreversible cessation of brain function as a definition
capable of meeting today's legal, ethical, and clinical needs, either as a
substitute for or as a supplement to the traditional cardiorespiratory defi-
nition. In this vein, the American Bar Association (ABA) proposed a model
brain death statute in 1974; the National Conference of Commissioners on
Uniform State Laws (NCCUSL) proposed a different version (the Uniform
Brain Death Act) in 1978; and the AMA proposed its own model in 1979.
Prior to 1981, half the states had adopted some form of brain death defini-
tion by statute, and several more jurisdictions had done so through judi-
cial decision.

In 1981, a presidential commission issued a comprehensive report
(President's Commission, 1981) analyzing this subject and recommending
that state legislatures adopt a Uniform Determination of Death Act (UDDA),
stating: "Any individual who has sustained either (1) irreversible cessation
of circulatory and respiratory functions, or (2) irreversible cessation of all
functions of the entire brain, including the brain stem, is dead." This pro-
posal was warmly received generally and won the quick endorsement of the
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ABA, AMA, and NCCUSL. Virtually all the states have adopted the Uni-
form Determination of Death Act either by statute or judicial decision.

Some have criticized the prevailing brain death definition for its fail-
ure to address the Quinlan or Crazan situations, that is, a person who will
never again regain cognition or sapience (upper brain function) but who
still possesses some degree of primitive reflex (lower brain) function.
These critics suggest that irreversible cessation of all consciousness and
cognition alone ought to justify defining and declaring a (former) person
as dead (Devettere, 1990; Truog & Fackler, 1992; Veatch, 1993). Addition-
ally, despite widespread modern legal consensus on the definition of
death, there still remains some unfortunate confusion about the criteria
embodied in the brain death definition (Charlton, 1996; Halevy & Brody,
1993; Hughes & McGuire, 1997; Taylor, 1997). There also are some relig-
ious objections to the concept of brain death (Fins, 1995); and in New Jer-
sey, physicians must consider a patient's religious beliefs before making a
declaration of death and removing life-sustaining medical interventions,
N,J. Stat. Ann. 26:6A-5. Nonetheless, the strongly prevailing view is that,
notwithstanding any conceptual or practical problems with the "whole
brain" standard for brain death, it is preferable to the two main alterna-
tives, namely, (1) a return to the traditional heart/lung formulation alone
and (2) upper brain cessation alone (Bernat, 1998).

The President's Commission (1981) emphasized its recognition that,
whereas establishing the standards for defining death is a proper function
of the legal system, determining the clinical criteria or tests to be used in
applying those legal standards to any particular patient is a matter best left
to the medical profession:

In light of the challenges that have been mounted to any professional
prerogative in establishing the standards for determining that a human
being has died, it may seem surprising that the traditional role of physi-
cians in applying the standards has not been challenged. The difference in
the task probably explains the lack of controversy in the latter situation.
Application of an agreed-upon standard is a matter for technical exper-
tise, and it is not doubted that competent physicians (among others) pos-
sess the necessary proficiency in diagnosis.

Following this reasoning, the Uniform Determination of Death Act states
that "{a] determination of death must be made in accordance with
accepted medical standards." All extant state statutes on this subject con-
cur with this approach.

In 1968, an Ad Hoc Committee of the Harvard Medical School to
Examine the Definition of Brain Death published a report defining "irre-
versible coma" as a criterion for death. The Harvard criteria soon became
widely recognized and accepted. The so-called Harvard Test argued that
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a permanently nonfunctioning brain could be accurately diagnosed on the
basis of four factors:

1. Unreceptivity and unresponsivity, meaning a total unawareness of
inner need and externally applied stimuli regardless of the painful nature
of the stimuli.

2. No spontaneous movements nor spontaneous breathing. When a
person is on a mechanical ventilator, this criteria can be established by
turning off the machine for 3 minutes and observing whether there is an
effort to breathe spontaneously,

3. No reflexes and the absence of elicitable reflexes—pupils fixed
and dilated, no ocular movement, no blinking, swallowing, yawning, or
vocalization.

4. Flat electroencephalograms (EEGs), taken twice within at least a
24-hour intervening period, that are coincident with the absence of hypo-
thermia and central nervous system depressants, such as barbiturates, and
that are taken with an EEC machine that is functioning and utilized prop-
erly. The EEC criterion was recommended by the committee as a con-
firmatory rather than a mandatory test.

As an appendix to the 1981 report of the President's Commission, a
panel of Medical Consultants on the Diagnosis of Death analyzed and
updated the Harvard criteria in light of advances in medical knowledge
and technology. The panel's report (Medical Consultants, 1981) is an impor-
tant source of information for health care professionals on the clinical cri-
teria for the determination of death. The state of the art in this realm
continues to evolve along with the rest of medicine (American Academy of
Neurology, 1995; Williams & Suarez, 1997).

Once a patient meets the legal criteria, the health care professional is
obligated to make a declaration of death. Once the criteria are met, there
also is an obligation to respect a family's request to discontinue any LSMT
and to release the body, or else liability for emotional distress may be
imposed (Strachan v. JFK Memorial Hospital, 1988).

CERTIFICATION OF DEATH AND AUTOPSIES

Upon a patient's death, the attending physician ordinarily is responsible
for filling out the medical portion of the death certificate. Physicians
and other health care professionals should be familiar with the require-
ments of their own state's vital records statute. They also should be knowl-
edgeable about appropriate techniques for filling out death certificates
accurately and helpfully (Huffman, 1997; Magrane, Gilliland, & King,
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1997; Messite & Stellman, 1996). Properly completed death certificates
provide information that is vital to public health and that also can be use-
ful as a risk management tool in defending against claims of substandard
medical treatment (Klatt & Noguchi, 1989). The Autopsy Committee of
the College of American Pathologists (CAP) has developed a model pro-
tocol for writing cause-of-death statements for deaths due to natural
causes (Hanzlick, 1996).

In certain circumstances, the attending physician is required by statute
to report the circumstances of a patient's death to a local public official. This
official is either a coroner or a medical examiner, depending on 'the public
death-investigation system in place in the particular jurisdiction (Hanzlick
& Combs, 1998), This public official then determines what steps, including
an autopsy, are appropriate to investigate the deceased's death. When
a case is within the jurisdiction of the coroner or medical examiner, the
deceased's family may not prevent the public investigation from proceed-
ing; the family's consent for autopsy or other measures is not legally nec-
essary. Nevertheless, because this may be a particularly anxiety-provoking
event for the family, it is helpful for the attending physician to convey that
the autopsy is an operative procedure performed by a skilled professional
to determine the final diagnosis and, when possible, the cause of death.

State statutes differ in detail concerning when an attending physician
is mandated to report a patient's death to the coroner or medical examiner.
Physicians should be aware of the specific items in their own jurisdiction's
mandatory death-reporting statute. As a basic rule of thumb, when in
doubt, the death should be reported so that discretion may be exercised at
the level of the public official rather than by the individual private practi-
tioner. Standard grounds for mandatory death reporting include the fol-
lowing: (a) There is a reasonable belief of criminal activity, (b) there is a
reasonable belief that the death was violent in nature, (c) the death
occurred by casualty (accident), (d) the death was an apparent suicide,
(e) the individual died suddenly when in apparent good health, and (f) the
death occurred in any suspicious or unusual manner. Many states also
have mandatory reporting provisions encompassing such situations as
(a) death occurring within 24 hours of hospital admission, (b) death related
to occupation, and (c) death of a patient not recently attended by a physi-
cian. Once a coroner or medical examiner has conducted an autopsy, some
states treat the results as an easily accessible public record, whereas other
states prevent the public from obtaining the resulting information.

There are cases in which referral to the coroner or medical examiner
is not legally mandated, but the attending physician may recommend that
a hospital autopsy be performed. This desire may be motivated by family,
clinical, institutional, educational, research, or public health considera-
tions (Pellegrino, 1996), An autopsy also may be advisable to clarify legal
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concerns involving civil responsibility for wrongful death, worker's com-
pensation, estate (probate) questions, and insurance claims. By dispelling
family suspicions about improper medical care of the deceased, the autopsy
can be a valuable risk management device for the health care team. Further,
it is legitimate for the attending physician to communicate that a post-
mortem examination is an important ingredient in his or her and many
others' continuing professional education. The benefits of an autopsy may
be especially great in the case of older persons (Galanos, Gardner, & Rid-
dick, 1989).

In situations in which referral to the coroner or medical examiner is
not required by statute, an autopsy may be performed only upon receipt
of valid informed consent. Anyone who alters the deceased's body with-
out consent may be held liable civilly to the survivors and sometimes even
prosecuted criminally. For this reason, it is as important to obtain a prop-
erly given informed consent for autopsy as it is to obtain consent for any
medical intervention with a live patient (see Chapter 3). State statutes
enumerate who is legally authorized to consent to an autopsy; because the
statutes may vary, physicians should become well acquainted with the
specific priority order of potential consenters in their own jurisdiction.
Many families are willing to grant autopsy permission if physicians
can overcome psychological barriers to broaching the subject with them.
Consent also may be obtained for partial autopsies; many families, for
instance, allow brain autopsies to be done to confirm a diagnosis of Alz-
heimer's disease.

Most state statutes permit an individual, while alive and mentally
capable, to give prospective voluntary, informed consent to the perform-
ance of an autopsy upon his or her body after death. Although, of course,
the sensitivity of this subject to the patient cannot be overstated, it is some-
thing that the attending physician should seriously consider discussing
with terminally ill patients in a factual but compassionate manner. The
patient's right to know about and consent to an autopsy should not be
ignored summarily.

Family members have a legal right to access to information derived
through an autopsy. Postmortem findings should be discussed with them
honestly, in a timely manner, and in understandable language.

ORGAN DONATION

As major scientific advances in the area of human organ transplantation
have taken place in recent years, the shortage of available, usable organs
from competent, willing donors has gathered national and international
attention on a public and professional (medical, legal, and ethical) level.
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The dilemma is exacerbated by the fact that many types of human organs,
to be successfully transplanted, can be obtained only from a deceased
donor and only within a very short time span following the death. Indeed,
the Institute of Medicine (loM; 1997b) recently recommended that the
inadequate supply of donor organs could be eased somewhat by using
organs from people whose hearts have stopped but who have not yet been
declared dead; this idea has been promoted by some for almost a decade
(Cho, Terasaki, Cecka, & Gjertson, 1998; Youngner & Arnold, 1993). There
is general consensus that there are more than enough deaths in the United
States annually to provide a surplus of organs if there were a satisfactory
method of bringing all cadavers into the pool of donors (U.S. General
Accounting Office, 1993). Society thus has an important stake in finding
ways to improve donor recruitment. In 1984, Congress passed Public Law
98-507, 42 U.S.C. §273, the National Organ Transplant Act, which estab-
lished a nonprofit Organ Procurement and Transplantation Network;
the federal government in 1987 awarded the contract for this network to
United Network for Organ Sharing (UNOS).

In 1968, NCCUSL proposed the Uniform Anatomical Gift Act
(UAGA). Its purpose was to standardize and simplify state laws on dona-
tion of all cadaveric tissues and organs. By 1970, this Act had been adopted
in all 50 states and the District of Columbia, and its purpose has been
largely achieved.

Under the adopted state statutes, the wishes of a mentally capable
adult donor are binding after death and cannot be vetoed by family mem-
bers or others. The legal instrument is a simple wallet-size card that requires
the signatures of the donor and two adult witnesses. Many states have
placed the donor card format on the back of each motor vehicle driver's
license as a convenience to encourage organ gifts. Unfortunately, hospitals
and physicians refuse to harvest organs without the family's permission,
even though the patient personally gave consent and the law clearly does
not require family permission (Jardin, 1990), As physician John Luce (1990)
has noted, "Although there are good reasons to honor patients' previously
expressed desires to donate organs despite surrogates' wishes to the con-
trary, most physicians find it difficult to do so." At the same time, if the
patient did not document his or her wishes in advance, while capable,
the family's decision does and should rule (Klassen & Klassen, 1996) and the
health care provider may not coerce organ donation by, for example, refus-
ing to release the corpse (Annas, 1988).

Health care professionals, particularly physicians, can and should
play a vital role in improving organ donor recruitment, both through pub-
lic education efforts and by discussing the possibilities with individual
patients (Peters, Kittur, McGaw, First, & Nelson, 1996; Simonoff, Arnold,
Caplan, Virnig, & Seltzer, 1995). Under 42 U.S.C. §1320b-8, each state was
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required to enact legislation that forces hospitals participating in the
Medicare or Medicaid financing programs to establish "routine request"
or "routine inquiry" policies. Under these policies, the hospital must have
a system for asking relatives of most patients who die for permission to
harvest organs. There is some room for physician discretion when the
patient would be excluded from being a donor on medical grounds, such
as having organs that were destroyed or diseased.

Because the physician is involved in the care and family consultation
of the dying patient, a thorough understanding of the medical and legal
aspects of organ donation is essential. Through closer cooperation between
physicians and their patients, plus better education of the public, more
individuals would be able to benefit from transplantation of cadaveric
donor organs.

Although this topic is pertinent to patients of all ages, physician
encouragement may be especially apt—and may be most warmly re-
ceived—in the case of patients who realize that they are approaching the
end of their life span. Although the majority of cadaveric donors are less
than 50 years old, organs from an older individual of healthy physiology
are also useful (Waltzer, 1983). Age limits ordinarily are not set for dona-
tions of cornea, skin, and bone (as opposed to internal organs). Even for
internal organs, the age criterion keeps rising as the focus sets more
firmly on the function of the organ rather than the years accumulated by
the donor (Darby, Stein, Grenvik, & Stuart, 1989).

CONCLUSION

We have available today forms of medical intervention for older persons
that were undreamed of only a few years ago; the possibilities of medicine
have expanded enormously, even since the first two editions of this book
were written. The central questions have become, which of these inter-
ventions should be used and when? The ending of life presents wrenching
clinical, ethical, financial (Gillick, 1994), and legal challenges. For health
care professionals who care for older patients during this process, it is
imperative that these four aspects of this inevitable dilemma be dealt with
effectively and humanely, for the benefit of patient, family, professional,
and society alike (Institute of Medicine, 1997a).



Human Subjects

IMPOETANCE OF CLINICAL
GERIATRIC RESEARCH

"Research means a systematic investigation designed to develop or con-
tribute to generalizable knowledge," 45 C.F.R. §46.102{e). It is different
from medical practice, which consists of interventions that are designed
solely to enhance the well-being of an individual patient and that have a
reasonable expectation of success.

It is appropriate and important for investigators from the social and
behavioral sciences, from the health services and policy arena (Brett &
Grodin, 1991), and from basic sciences and clinical medicine (Sachs & Cas-
sel, 1990) to conduct research activities on a broad array of geriatric issues,
It is, in fact, essential for extensive high-quality research to be done if the
lives of older citizens are to be significantly enhanced in the years to come
(USDHHS, 1995).

In many circumstances, particularly in clinical investigations, worth-
while research primarily intended to benefit older persons as a group
demands that the human subjects taking part in the protocols be them-
selves drawn from the ranks of the older community. Research on the
aging process and diseases that accompany old age could become unap-
proachable in many cases without the conduct of investigatory procedures
on older persons themselves. In some situations, there simply are not
acceptable substitutes for older human subjects. One prominent example
of this category of research involves investigations into senile dementia of
the Alzheimer's type (SDAT). This is a devastating affliction with a vastly
disproportionate impact on the aged (and their families and treating
health care professionals), and it is not realistic to expect any real devel-
opments in ameliorating this condition without the active cooperation of
large numbers of personally afflicted older human subjects (Dresser, 1996;
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Sachs & Cohen, 1997). Similarly, new knowledge on drugs and the elderly
compels human-subjects research (Avorn, 1990).

A serious quandary is thus presented for health care professionals
who either (1) are themselves engaged in clinical geriatric research or
(2) treat as patients older individuals who are solicited to become human
subjects. How best should we balance the private rights of the older indi-
vidual against the researchers' contemplated potential future benefits to
the aged as a group? Health care institutions within which human-subjects
research is going to be conducted should develop and implement clear,
written policies and procedures governing the conduct of such research
and the rights and responsibilities of respective parties (Berg, 1996; Key-
serlirtgk, Glass, Kogan, & Gauthier, 1995). This chapter first describes the
basic legal principles that generally govern biomedical and behavioral
research using human subjects in the United States. This general treatment
is followed by a look at some specific considerations that arise when the
human subjects to be utilized happen to be older.

Even for health care practitioners who are neither actively engaged in
clinical investigation nor caring for patients who are solicited to become
human subjects, a rudimentary understanding of the legal and ethical
environment surrounding the conduct of human-subjects research will be
valuable. Since every practitioner is in one way or another a utilizer of the
fruits of earlier research, some appreciation of how available research
results and consequent changes in clinical practice came to pass is essen-
tial to optimal, responsible, up-to-date patient care.

GENERAL LEGAL REQUIREMENTS

The Development of Governmental Regulation

The historical underpinnings leading up to the current status of govern-
ment regulation of biomedical research involving human subjects in the
United States have been amply chronicled elsewhere (Rothman, 1991).
Beginning with the Nuremberg Code, adopted in 1947 for use in Nazi war
crimes trials in which defendant physicians tried to justify their inhumane
treatment of human beings under the guise of scientific experimentation
(Annas & Grodin, 1992; Lifton, 1986; Pellegrino, 1997), the proper conduct
of human experimentation has been formalized into over 30 different
international guidelines and ethical codes since World War II (Brody, 1998).
In 1993, the Council for International Organizations of Medical Sciences
issued revised International Ethical Guidelines for Biomedical Research Involv-
ing Human Subjects.
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Implicitly or explicitly, these guidelines and ethical codes all empha-
size the concept of informed consent (Kapp, 1995a) (see Chapter 3) and
draw on the following principles: (1) The subject must have volunteered
on the basis of having had all of the information necessary for his or her
decision to be an informed one; (2) the subject should be allowed to with-
draw from the research at any time without negative repercussions; (3) all
unnecessary risks (risks being defined to include not only invasive physi-
cal procedures but also matters of confidentiality and social and psycho-
logical jeopardy) should be eliminated, and if feasible, computer and
animal studies should precede those on humans; (4) the benefits of the
research to the subject or to society, preferably to both, should outweigh
the risks to the subject; and (5) research should be conducted only by qual-
ified researchers.

In the United States, federal government involvement in the regu-
lation of biomedical research began in 1966. Officials at the Public Health
Service (PHS), the branch of what was then the Department of Health, Edu-
cation, and Welfare (DHEW, now Health and Human Services, DHHS)
providing the majority of federal funding for extramural research, became
concerned about the increasing frequency with which human subjects were
being used. Formulation of a formal PHS policy was initiated, and result-
ing guidelines were eventually released in May 1969. These guidelines
served as a model for the development of a department-wide DHEW pol-
icy announced in April 1971. DHEW's guide (USDHEW, 1971) retained
the institutional review process initiated by PHS; that is, the administrative
review machinery was adjusted to cope with the rising tide of research
being conducted with human subjects by switching from the prior centrally
conducted, grant-by-grant review procedure to an individual institutional
responsibility for compliance with ethical standards. The DHEW publica-
tion also included more specific requirements for obtaining informed con-
sent than did the PHS guidelines.

In 1974, these DHEW policy guidelines were translated into enforce-
able law through publication of regulations in the Federal Register. These
regulations formalized the institutional review boards (IRBs) by with-
holding DHEW financial research support from institutions unless they
had established an organizational review committee that was reviewed
and approved by DHEW. It became incumbent upon these internal review
committees to provide both general and special assurances of subject pro-
tection, as well as documentation of informed consent.

The next significant step was enactment of Public Law 93-348 by Con-
gress on July 12, 1974, This law, commonly known as the National
Research Act, established the National Commission for the Protection
of Human Subjects in Biomedical and Behavioral Research (the Belmont



228 Geriatrics and the Law

Commission), This 11-member body with a 2-year lease on life was charged
by Congress to (1) conduct a comprehensive study to identify the basic
ethical principles that should underlie the conduct of biomedical and
behavioral research involving human subjects and (2) recommend to the
secretary of DHEW research guidelines and administrative actions for
the implementation of those guidelines. The accelerating public concern
with the protection of subjects thought to be at special risk can be seen in
Congress's specific charge to the commission to investigate the ethics of
(1) research with children, (2) research with prisoners in correctional insti-
tutions, (3) research on the institutionalized mentally infirm (delineated as
those "mentally retarded, emotionally disturbed, psychotic, or senile" per-
sons who reside as patients in a health care institution), (4) research
involving living fetuses, and (5) psychosurgery. After extensive hearings,
meetings, and deliberations, the commission issued a series of reports and
recommendations between 1975 and 1977,

Although the commission concentrated in particular on the ethics of
experimenting on certain identified subgroups of the population, it also
studied the overall question of how research subjects in general can best be
protected from harmful research practices. The commission followed the
basic thrust of earlier federal pronouncements by recommending (1) that
all research involving human subjects conducted at an institution that
receives federal funding be reviewed by an IRB before it is begun and (2)
that there be prior informed consent by the subject involved.

Final regulations resulting from these recommendations were not
issued until the January 26,1981, Federal Register. These regulations became
legally effective on July 27,1981, and are codified at 45 C.F.R., part 46.

The federal regulations originally applied on their face only to research
involving human subjects that was conducted by the DHHS itself or funded
in whole or in part by the department. However, most institutions con-
ducting research have voluntarily agreed to apply the federal regulations
to all of their research protocols, regardless of funding source for a par-
ticular study. Additionally, other federal agencies have adopted a Com-
mon Rule for human subjects protection in any research protocol that they
sponsor, 45 C.F.R., part 46, subpart A,

Specifically excluded from coverage by regulatory exemption is most
research involving normal educational practices or use of educational tests,
research involving survey or interview procedures, research involving the
observation of public behavior, and research "involving the collection
or study of existing data, documents, records, pathological specimens, or
diagnostic specimens, if these sources are publicly available or if the infor-
mation is recorded by the investigator in such a manner that subjects can-
not be identified." Moreover, the secretary of DHHS may waive application
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of the regulations to specific research or classes of research that would other-
wise be covered.

Much has been happening lately in the ethics of human-subjects
research generally. For example, 1997 marked the 50th anniversary of an
international tribunal declaring the Nuremberg Code to be the standard
by which German physicians should be judged for their involvement in
horrific experiments on concentration camp inmates during the Holocaust
(Shuster, 1997). In October 1995, the President's Advisory Committee on
Human Radiation Experiments reported that, between 1944 and 1974, the
U.S. government sponsored several thousand human radiation experi-
ments. It further found that government officials and investigators were
blameworthy for not having had policies and practices in place to protect
the rights and interests of human subjects who were used in research from
which those subjects could not possibly derive any direct, personal med-
ical benefit. This advisory committee recommended that a mechanism be
established to provide for continuing interpretation and application in an
open and public forum of ethics rules and principles for the conduct of
human subjects research, and identified guidelines for research with
adults of questionable competence as one policy issue (among others)
needing public resolution.

On October 3, 1995, President Clinton created, through Executive
Order No. 12975, published at 60 Federal Register 52063, the National
Bioethics Advisory Commission (NBAC), with one of its enumerated key
functions the identification of principles to govern the ethical conduct of
human-subjects research. As of late 1998, this commission was actively
considering a proposal to create a new, independent federal government
office to regulate the protection of human subjects in federally financed
research. In fiscal year 1997, the National Institutes of Health (NIH)
(including the National Institute on Aging [NIA]) joined with the federal
Departments of Energy and Veterans Affairs in issuing a Request for
Applications for original research proposals in the area of "Informed Con-
sent in Research Involving Human Participants." In the U.S. Senate, John
Glenn (Ohio) introduced in the 105th Congress the Human Research Sub-
ject Protections Act, S. 193, which would, among its other provisions, have
made violation of rules established to protect research subjects a criminal
offense. Congress did not vote on this bill.

Institutional Review Boards

Research to which the federal Common Rule regulations apply must be
reviewed and approved by an IRB and must be subject to continuing IRB
review. IRB approval is necessary initially and at least annually thereafter.
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An IRB must have at least five members of varying backgrounds; at least
one must be from a nonscientific area, and at least one must be from
outside the institution. However, if the research involves "no more than
minimal risk" or "minor changes in previously approved research," then
approval-—but not disapproval—can be given through an expedited
review procedure under which "the review may be carried out by the IRB
chairperson or by one or more experienced reviewers designated by the
chairperson from among members of the IRB." Minimal risk is defined as
not greater than "those ordinarily encountered in daily life or during the
performance of routine physical or psychological examinations or tests,"
It specifically includes such things as collection of hair, nail clippings,
excreta, and external secretions; recordings of data from adult subjects,
using noninvasive procedures; and the study of existing data, docu-
ments, records, and pathological and diagnostic specimens.

In order to approve research, the IRB must determine that each of the
following requirements is satisfied:

1. Physical and psychological risks to subjects are minimized.
2. Physical and psychological risks to subjects are reasonable in relation

to anticipated benefits to those subjects and to the importance of the
general knowledge that may reasonably be expected to result.

3. Selection of subjects is equitable.
4. Informed consent will be sought.
5. Informed consent will be appropriately documented.
6. Where appropriate, the research plan makes adequate provisions for

monitoring the data collected to ensure the safety of subjects,
7. Where appropriate, there are adequate provisions to protect the

privacy of subjects and maintain the confidentiality of data (see
Chapter 4).

No human subjects may be involved in research unless legally effec-
tive informed consent has been obtained and "only under circumstances
that provide the prospective subject... sufficient opportunity to consider
whether or not to participate and that minimize the possibility of coercion
or undue influence."

The regulatory provisions for informed consent in research are basi-
cally a codification and an extension of the common law that was developed
in the therapeutic setting (see Chapter 3). At an operational level, important
distinctions between the nature and purpose of research and clinical practice
affect the characteristics of informed consent applicable to either of these
two realms. At a more basic level, though, there is much more similarity
than difference because the fundamental purpose of informed consent is
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the same in research, therapy, or in any other health care context (Levine,
1983).

Specifically, informed consent for research requires that the prospec-
tive subject must be provided with

1. A statement that the study involves research, an explanation of the
purposes of the research and the expected duration of the subject's
participation, a description of the procedures to be followed, and
identification of any experimental procedures.

2. A description of any reasonably foreseeable risks or discomforts to
the subject,

3. A description of any benefits to the subject or to others that may rea-
sonably be expected from the research.

4. A disclosure of appropriate alternative procedures or courses of treat-
ment, if any, that might be advantageous to the subject.

5. A statement describing the extent, if any, to which confidentiality of
records identifying the subject will be maintained.

6. An explanation for research involving more than minimal risk, as to
whether any compensation and any medical treatments are available
if injury occurs and, if so, what they consist of or where further infor-
mation may be obtained.

7. An explanation of whom to contact for answers to pertinent questions
about the research and research subjects' rights and whom to contact
in the event of a research-related injury to the subject.

8. A statement that participation is voluntary, refusal to participate will
involve no penalty or loss of benefits to which the subject is otherwise
entitled, and the subject may discontinue participation at any time
without penalty or loss of benefits to which the subject is otherwise
entitled.

An IRB may "approve a consent procedure that does not include, or
which alters, some or all of the elements of informed consent... or waive
the requirement to obtain informed consent" when the waiver or alter-
ation "will not adversely affect the rights and welfare of the subjects" or
when the research involves "no more than minimal risk" or "could not
practicably be carried out without the waiver or alteration."

In October 1996, DHHS issued regulations creating a special exception
allowing an IRB to waive the usual informed consent requirements in the
case of certain research involving emergency interventions, 61 Federal Regis-
ter 51498-51533 (Wichman & Sandier, 1997). Waiver is permissible when
the potential subject's life is in jeopardy, standard therapy is likely to be
ineffective, and obtaining timely informed consent would be impossible.
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Some commentators have tried to draw a parallel between such situations
and those involving seriously demented patients who cannot personally
give informed consent but who desperately need the development of more
efficacious interventions (Karlawish & Sachs, 1997).

One area in which the research regulations go beyond common law is
the requirement that informed consent be documented, either by the sign-
ing of a written consent form embodying the elements of informed consent
listed above or with a "'short form' written consent document stating the
elements of informed consent required , , . have been presented orally to
the subject or the subject's legally authorized representative. When this
method is used, there shall be a witness to the oral presentation." An 1KB
may waive the requirement of a signed consent form for research that
"presents no more than minimal risk of harm to subjects and involves no
procedures for which consent is normally required outside of the research
context" or if "the only record linking the subject and the research would
be the consent document and the principal risk would be potential harm
resulting from a breach of confidentiality."

Some states also have passed laws concerning conditions for human
experimentation in situations not covered by federal regulations; such laws
also require some manner of prior review and supervision. State statutory
treatment of informed consent to human experimentation runs the gamut
from comprehensive, specific coverage of the issue to general treatment in
informed consent statutes. A few states have enacted legislation that spe-
cifically addresses informed consent in the research context, enumerating
particular elements of information that must be communicated to the
prospective human subject. Some state statutes expressly require informed
consent to human-subjects research, without specifying in detail the exact
elements of information disclosure. Some states have created legislation
concerning human experimentation as part of general patients' rights laws.
Other statutes address research on human subjects in miscellaneous pro-
visions, such as regulation of cancer interventions. The majority of states
have not dealt specifically with informed consent to human experimenta-
tion but instead have passed general informed consent statutes (see Chap-
ter 3) that govern in the absence of more explicit law. Some state laws focus
on research involving particular drugs, such as controlled substances or
marijuana. It is essential for health care professionals to be familiar with
any particular requirements of their own jurisdictions.

Although health care professionals have an ethical duty to safeguard
the integrity of older individuals, there are also important practical rea-
sons for knowing and complying with legal requirements in this area.
One important function of the formal process is to protect investigators
and other professionals who comply strictly with its provisions from
subsequent claims of legal liability. Strict compliance, of course, should
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not result in an emphasis of form over substance. The first step in meeting
one's legal and ethical obligations is to establish contact with the appro-
priate IRB. Every research-conducting institution or company subject to
the federal guidelines must either (1) adopt and submit to DHHS an
"assurance" that establishes an IRB and describes review and implemen-
tation procedures or (2) contract with an approved IRB for review of pro-
tocols. The assurance document, plus the IRB's own rules and regulations,
should provide guidance for the investigator or clinician. In any research
project, however, it is the investigator who bears the primary legal and
administrative responsibility and who must inform the institution if human
subjects are involved in the research design—in which case the proposal
must come before the IRB.

SPECIAL CONSIDERATIONS
FOR OLDER SUBJECTS

A number of guidelines have been promulgated recently attempting to
address ethical facets of the research enterprise pertaining specifically to
cognitively impaired potential subjects. These various proposed guidelines
respond to the fact that the federal government has never followed through
with tangible action—proposed rules published at 43 Federal Register 53,954
were never made final—on the 1978 recommendation of the Belmont Com-
mission that, at least for individuals institutionalized as mentally disabled,
there be promulgated distinct regulations governing human-subjects
research (Levine, 1996). Neither has action been taken in response to rec-
ommendations emanating from an NIA-sponsored study group that con-
vened a decade and a half ago to discuss the use of demented persons in
research (Melnick & Dubler, 1985; Melnick, Dubler, Weisbard, & Butler,
1984). In November 1998, NBAC issued a report endorsing specific regula-
tions in this sphere.

Along with other groups, the national Alzheimer's Association
recently has called "upon state and federal authorities to clarify existing
laws and regulations as they relate to research on people with cognitive
impairments." Among the organizations that have developed and
adopted relevant research guidelines during the past several years are
the Alzheimer's Association (1997), American College of Physicians (1989),
NIH Clinical Center (1986), Council for International Organizations of
Medical Sciences (in collaboration with the World Health Organization)
(1993), Council of Europe (de Wachter, 1997), and the British Medical
Research Council (Medical Research Council Working Party, 1991). The
American Psychiatric Association has organized a work group for the
purpose of formulating ethical guidelines for psychiatric researchers
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dealing with the decisionally impaired (Appelbaum, 1996). A number of
individual scholars also have weighed in with comprehensive policy
proposals in the area (Dresser, 1996; High, Whitehouse, Post, & Berg,
1994; Keyserlingk et al,, 1995).

While some commentators lament that no consensus or uniform
approach to the ethical conundrums raised by conducting research with
severely cognitively impaired human subjects have yet been achieved
(DeRenzo, 1994) and that government pronouncements are fairly non-
committal, the various sets of guidelines promulgated thus far share
certain common threads. In essence, they tend to develop various sliding
scales of permissibility and protections based on a categorization of
research protocols in terms of (a) degree of risk (minimal versus greater
than minimal) to the subject (Glass & Speyer-Ofenberg, 1996) and (b) poten-
tial for direct, tangible benefit to the subject personally. More specifically,
the main research categories addressed by the various promulgated guide-
lines fit into four quadrants: (1) research in which there is potential thera-
peutic benefit for the subject and no more than minimal risk, (2) research
in which there is potential therapeutic benefit for the subject but more
than minimal risk, (3) research in which there is no expected therapeutic
benefit for the subject personally and no more than minimal risk, and
(4) research in which there is no expected therapeutic benefit for the sub-
ject and more than minimal risk.

In a broad sense, neither the ethical principles nor the dilemmas in
research with older adults differ on the basis of chronological age alone
from the principles and dilemmas associated with any biomedical, behav-
ioral, or social science research with any age group (Sachs & Cassel, 1990).
Therefore, in principle, it makes sense to treat older subjects according to
the same ethical considerations and legal restrictions that apply to a per-
son of any age. Certainly, there is no clear consensus that special ethical
principles and legal rules are needed to respond to the moral dilemmas
raised by biomedical or behavioral research in the aged.

There have been several arguments made against singling out older
persons for special treatment. It might be impossible to define adequately
who should be included within such a class and, moreover, what would
be needed to protect the persons so classified, because they represent such
a diverse range of people. The existence of wide variations in intellectual or
physiological impairment or lack of it among older persons makes any gen-
eral requirements inappropriate for specific individuals. To separate out
the aged as a special group incapable of caring for its own members would
only further stigmatize them. Finally, special provisions for research with
older subjects might inhibit rather than enhance the ability of researchers to
seek answers to serious problems that disproportionately affect older per-
sons, such as senile dementia (Hirschfeld, Winslade & Krause, 1997).
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The desirable resolution is to utilize the prevailing standards of com-
petence, knowledge, and voluntariness but to test for these elements with
inquiries that are appropriate and relevant to the specific patient or sub-
ject, regardless of age. Thus, although there often is a clustering of physi-
ological and affective changes as one ages, the aging processes must be
considered only when pertinent and not necessarily in all aspects for all
older patients.

The real problem arises when older individuals have, as they often
do, other characteristics (besides chronological years) that render them
especially vulnerable to abuse as research subjects. Some persons are also
poor, impaired, institutionalized, and/or without family or significant
others, in addition to being older. Such a combination of factors has led
to serious abuse of the elderly in the past (Hyman v. Jewish Chronic Disease
Hospital, 1965). Many older persons also have weak formal educational
backgrounds, which may impair their comprehension of information. The
task for the clinical investigator or health care professional serving geri-
atric patients is to examine the circumstances of each potential human
subject to determine whether one or a combination of those other charac-
teristics impedes the ability of the older person to offer voluntary, compe-
tent, informed consent to participation in the research protocol.

Several factors potentially jeopardize the voluntary nature of an older
subject's consent to research involvement, which is the first essential ele-
ment of legally effective consent. First, today's older people are products
of an earlier era, an era of greater public acceptance of and deference
to authority and authority figures. The questioning and challenging of
authority that contemporary younger people take for granted is a'very
modern phenomenon. Many older citizens do not share the healthy skepti-
cism, especially toward the uses and practices of science, that guides many
of their younger counterparts. The reluctance of an older person to offend
authority—represented by the clinical investigator (who may also be the
treating caregiver) seeking informed consent pursuant to the research
design—may be the deciding factor in his or her agreeing to comply, rather
than more positive motivations of inquisitiveness, altruism, or anticipation
of benefit.

Additionally, consent to research participation is frequently sought
from older potential subjects in environments or atmospheres that have
inherent elements of coerdveness. Older nursing facility (NF) or other insti-
tutional residents make a particularly attractive "captive population" for
researchers. These individuals run an increased risk of vulnerability because
they are so heavily dependent on their caregivers, especially their health
care professionals, for fulfillment of many of their most basic daily physical,
emotional, and social needs. This extreme dependence on assistance, in the
face of a previous lifetime of independence, ordinarily tends to encourage
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passivity and willingness to comply with instructions and threatens the
psychological ability of the older person to say no to a figure of authority
whom the older person needs and, generally, respects. The coercive aspect
of dependency in old age may be subtle and may vary appreciably among
individuals, but it is a force that those involved in obtaining consent within
dependency-breeding settings must acknowledge.

Another factor contributing to potential vulnerability is the fact that
many older persons are alone in this world, without the support of inter-
ested, involved family or friends. Studies have shown that older individ-
uals without family ties are much more likely to volunteer for research
than are those with such ties (Berkowitz, 1978). The disproportionate par-
ticipation of the "unbefriended" may merely reflect a greater willingness to
volunteer when the volunteer is not connected to others. But it is also likely
that the absence of family or other confidants removes an invaluable forum
for consideration of the risks involved. Absence of this forum could also
mean, to an isolated individual, that any weighing of the risks is a futile
gesture because no one would care about his or her decision anyway.

It also is possible that an aged subject, stricken with depression, may
consent in the hope of gaining some measure of respect from those sur-
rounding him or her. Another older and depressed subject may consent
out of indifference to whether he or she lives or dies (Elliott, 1997). Per-
haps, as well, the promise of improved living conditions, better food, or
just more personal attention may induce consent from a vulnerable older
person (Kaye, Lawton, & Kaye, 1990).

Although old age, when combined with other factors mentioned, may
induce subject cooperation on less than a fully voluntary basis, the oppo-
site result may ensue instead. That is, some older persons may react to
researchers' proposals overcautiously and may refuse at a disproportionate
rate. Richard Ratzan (1982) has offered some possible explanations for this
type of reaction. First, for older persons, comfort often supersedes risk as a
decisive element in medical decision making. For the institutionalized aged,
constantly surrounded by inevitable death, the goal is often optimal com-
fort—not maximum life—and this preference is perfectly logical and appro-
priate for some elderly. A second reason is that, whereas older persons
without family are more likely to volunteer for research, older persons who
have active families may be unduly influenced and overprotected against
research participation by excessively apprehensive and guilt-plagued rela-
tives. An older person may feel some sense of duty to relatives that compels
refusal to permit research. Researchers should involve family members
thoroughly in consent conversations, if this is consistent with the subject's
wishes regarding confidentiality, to gain family understanding and com-
mitment and thus to avoid being undercut by them later. A third expla-
nation for disproportionate rejection centers on the paternalism practiced by
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many personal health professionals serving older patients. Particularly the
private physician, Ratzan argues, often convinces the older patient and fam-
ily to avoid research participation out of a sincere but overblown sense of
protectionism,

A second essential element of effective consent for research partici-
pation that may be jeopardized in older subjects is that of mental com-
petence. The legal principles applicable in research are the same as those
applicable in therapeutic situations involving other adult patients (see
Chapter 3). Cognitive and emotional impairments that are often a natural
concomitant of the aging process raise questions but do not automatically
disqualify the individual from making choices (Weintraub, 1984). Neither
does residence in a nursing or mental health facility. Each prospective
research subject requires a careful individual assessment of functional
capacity to engage in rational decision making—that is, an evaluation of
both comprehension and the quality of reasoning (Sachs et al., 1994).

Both the researcher and the direct caregiving health care professional
should realize that personal idiosyncratic and cultural biases play a role in
making the acquisition of informed consent among older persons espe-
cially complex. The elderly bring to the decision-making process lifelong-
developed goals and values. Also, the timing of consent is particularly
important because competency often tends to wax and wane more dra-
matically among older persons. Additionally, innumerable gradations of
capacity inevitably are present in clinical geriatric practice (Kapp & Moss-
man, 1996).

All of these factors can make research on older persons problematic.
They present the most serious difficulty when the research itself is directly
concerned with some aspect of mental dysfunction, such as Alzheimer's
disease or other forms of senile dementia. In such catch-22 situations,
effective research virtually compels the participation of subjects suffering
from a degree of mental impairment that may prejudice their personal
capacity to consent (Popp & Moore, 1994).

The third mandatory element of effective consent, disclosure of ade-
quate information, also presents important considerations when the pro-
spective subjects are older. Some believe that the mere suggestion of
research involvement to an older person may in itself engender a high
degree of anxiety that seriously interferes with the individual's capacity to
process and comprehend the information that is being communicated. In
this view, the presence of a formal, written consent form to be signed may
heighten this incapacitating sense of apprehension. Further, the investiga-
tor's way of framing the risks of an experiment can diminish or enhance
the cautiousness of older subjects. In no event can known material in-
formation (i.e., information that might make a difference) purposely be
withheld from a subject in the research context under a justification of
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therapeutic privilege or exception (see Chapter 3), because that doctrine,
by definition, is limited to therapeutic interventions.

Several suggestions have been put forward to address the issues of
voluntariness, competence, and understanding when older human-subject
research is contemplated, especially in the NF setting (Sachs, Rhymes, &
Cassel, 1993), Some contributors to this discussion have urged IRBs to
involve various sorts of independent third parties to assist in and oversee
consent negotiations in situations involving especially vulnerable popula-
tion groups such as the cognitively impaired aged. Extant federal regu-
lations already give IRBs the "authority to observe or have a third party
observe the consent process," 45 C.F.R. §46.109(e). This third-party concept
has been discussed under the titles of "auditor," "advocate," neutral per-
son" (Levine, 1986), and "risk advisor" (Ratzan, 1982). The National Alli-
ance for the Mentally 111 (NAMI) has adopted as a core principle that "[t]he
determination of competence shall be made by someone other than the
principal investigator or others involved in the research" (Flynn, 1997),

Taking this approach to its logical extreme, based on his stated distrust
of both self-interested researchers and institution-protecting IRBs, attorney
Philip Bein (1991) has called for creation of a new administrative program in
which independent advocates employed by the DHHS's Office of Inspector
General would determine the decision-making status of prospective research
subjects and assist the families of incapacitated persons in the process
of deciding whether or not to enroll their relatives in specific protocols. In
the absence of this administrative structure, Bein argues for prior judicial
approval of every instance of research participation involving a person
currently unable to consent on his own behalf. A notably less cynical (not
to mention less bureaucratic) approach has been practiced at the Clinical
Center of the NIH, where the subject's noninvestigator attending physician
directs the process for determining the level of impairment and decision-
making capacity (Fletcher, Dommel, & Cowell, 1985).

A leading group of Canadian scholars has concluded that, as a
general rule, assessment and monitoring of the prospective subject's
decisional capacity should be conducted by the research team in collab-
oration with family members (Keyserlingk et al., 1995). This model rec-
ognizes four exceptions when it is appropriate for an IRB to mandate the
involvement of a consent assessor/monitor independent of the research
project: (a) the project staff lack the necessary skills to assess or monitor
the capacity of prospective subjects; (b) the investigator or IRB perceives
a particularly strong danger of conflict of interest; (c) a previously capa-
ble prospective subject had executed an advance directive concerning
research, but the person's wishes under the circumstances require inter-
pretation; and (d) the research protocol's interventions entail more than
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minimal risk and do not hold out the prospect of direct benefit for the
individual subjects.

The IRB would appear to be the best instrument for assuring the vol-
untariness of consent to geriatric research, particularly if its members
are attuned to the special considerations that affect older subjects (Kapp,
1998b). Properly functioning, the IRB can perform the multiple roles of
(1) protecting vulnerable older persons from abuse while not overly shield-
ing them, (2) advocating in favor of elderly research participation in appro-
priate protocols, and (3) monitoring the consent process in operation. Some
have suggested that this latter function be assigned to a separate, indepen-
dent "consent auditor" (Schwartz, 1981), whose job would be to assess the
subject's actual understanding of the information communicated.

On this question of voluntariness, the clinical investigator and the
individual's personal health care professionals must keep firmly in mind
the distinction between research and therapy (Levine, 1983), Although the
health care professional has both the right and the duty to seriously attempt
to persuade a patient to accept medically indicated treatment (i.e., medical
intervention that is expected and intended to yield a direct therapeutic ben-
efit to that particular patient), there exists neither the right nor the duty to
seriously pressure an individual to participate in a research project that is
not expected or intended to benefit that individual directly.

Because an incompetent person cannot supply legally effective con-
sent for research participation, any more than for therapeutic interven-
tion, it is imperative that the investigator know clearly whether the legal
power to consent to research participation lies with the potential subject or
with some surrogate decision maker.

A determination that a prospective human subject is not capable of
making and expressing a legally and ethically valid decision regarding
research participation in no way dispenses with the usual requirement
of informed consent. Instead, it means that any legitimate consent for
participation must come from a surrogate who makes choices on behalf of
the incapacitated person. Current federal regulations supply little guid-
ance in this matter, beyond requiring that "[ijnformed consent will be
sought from each prospective subject or the subject's legally authorized
representative" under state law, 45 C.F.R. §lll(a)(4). Only a few states
have enacted statutes explicitly giving designated relatives the legal
authority to consent to research participation on behalf of a decisionally
incapacitated relative.

Important international guidelines are similarly vague, stating that
"(f ]or all biomedical research involving human subjects, the investigator
must obtain the informed consent of the prospective subject or, in the case
of an individual who is not capable of giving informed consent, the proxy
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consent of a properly authorized representative" (Council for Interna-
tional Organizations of Medical Sciences, 1993).

According to survey responses from IRB officials, a majority of IRBs
allow a family member or friend to give consent for the research par-
ticipation of a demented person, although two thirds of this group limit
surrogate decision makers to relatives (LeBlang & Kirchner, 1996), NAMI
endorses a preference for family members as ordinarily the most appro-
priate surrogates in the research situation (Flynn, 1997). A minority of IRBs
appear to interpret the meaning of "legally authorized representative"
restrictively, limiting recognition to court-appointed guardians, desig-
nated health care agents under a written durable power of attorney (DPA),
a health care surrogate empowered under express state statute, or a com-
bination of these individuals (LeBlang & Kirchner, 1996),

Once the individual's functional mental abilities have become prob-
lematic, the only definite legal resolution is judicial appointment of a
guardian for the incompetent ward (see Chapter 8). However, attorney
Rebecca Dresser and neurologist Peter Whitehouse (1997) have argued
convincingly against the need for or effectiveness of formal legal proceed-
ings as a routine way to protect incapable subjects:

The legal guardianship inquiry is insufficiently focused to provide an
adequate forum for addressing issues raised by particular research proj-
ects. We believe the delays and financial costs of formal proceedings are
not justified because better alternatives are available for ensuring appro-
priate protection for prospective subjects with cognitive impairment.

Philosopher Dallas High and colleagues (1994) are in accord, although
they add, "However, family members may be disqualified as surrogates for
a variety of reasons, including lack of capacity, unavailability, or inatten-
tion to the subject's well-being." As a practical matter, requiring court
appointment of a guardian as a formal prerequisite for research partici-
pation—-with its attendant expense, time, general hassle, and difficulties in
identifying a willing and suitable person to be appointed'—probably would
preclude the conduct of much research relying on cognitively impaired
research subjects in the future. As an alternative, IRBs might require facili-
ties in which research is to be conducted to emulate the model in place
at the NIH Clinical Center: an extensive internal system of oversight and
consultation that swings into action once the appointment of a surrogate
decision maker has been authorized by the IRB (Candilis, Wesley, & Wich-
man, 1993).

Recent landmark litigation illustrates how excessive insistence on the
formalities of proxy consent may sow the seeds of potential devastation
for the effective future conduct of human-subjects research on mental
impairment (Capron, 1997). The most noteworthy case grows out of 1990
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regulations issued by the New York State Office of Mental Health, which
were designed to respect the autonomy of psychiatric inpatients in state-
operated or -licensed facilities to make decisions about participation in
research while protecting patients whose capacity to consent may be
impaired. Under these regulations, patients who lack adequate capacity to
give valid consent on their own could be included in research with the
consent of a specified legally authorized surrogate. Surrogate consent
could be given only if (1) the facility's 1KB determined that the research
could not be done without the participation of incapable subjects and
(2) the study was (a) considered likely to produce knowledge of overrid-
ing therapeutic importance for persons with the subject's condition or
(b) it had the possibility of directly benefiting the particular subject. In all
cases involving more than minimal risk, the approval of the subject's treat-
ment team would have been required as well, 14 NYCRR §527.10 (Delano
& Zucker, 1994).

Despite this panoply of protections, the regulations were challenged
for their failure to comply with New York Public Health Law Article 24-
A, which was adopted in 1975 following public reaction to experiments
performed in the 1960s and early 1970s on mentally impaired persons in
New York. In April 1995, the trial court issued an order invalidating the
regulations for the procedural reason that they had been issued by the
mental health commissioner instead of the health commissioner. On
December 5, 1996, New York's highest court upheld the decision below,
ID. v. New York State Office of Mental Health. In addition, the Court of
Appeals, anticipating that the state might attempt to cure the procedural
defects and reissue the regulations in compliance with proper adminis-
trative requirements, held that even if the regulations were lawfully
promulgated they would violate potential research subjects' rights regard-
ing bodily integrity under both the common law and the due process
clauses of the state and federal constitutions.

This judicial opinion was urged by a herd of self-appointed health
consumer advocates (interestingly, none of them concentrate on repre-
senting the interests of older persons). It effectively prohibits the conduct
of biomedical and behavioral research, regardless of funding source,
using any human subject who cannot personally give contemporaneous
consent to his or her own participation. The court's decision is limited
on its face to inpatients in facilities either owned or licensed by the
New York Office of Mental Health. Nevertheless, the T.D, ruling has
generated enormous attention nationally, with expansion—in terms of
how researchers and health care providers are interpreting and applying
it in practice-—to other jurisdictions and settings (including NFs) already
being reported anecdotally. Further expansion of this case's impact is
quite reasonably foreseeable.
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Even when incompetence has been adjudicated and a proxy appoint-
ment has been made, the investigator must inquire about any express or
inherent limitations on the decision-making authority of the guardian that
might interfere with the proxy's legal power to volunteer the ward for
research. If proxy consent to research participation is being relied on, the
investigator has the ethical, if not the legal, responsibility to inquire
whether the choice made for the older subject is consistent with that sub-
ject's own previous values and preferences.

In terms of the decision-making standards or tests to be employed
by a surrogate on behalf of a demented potential subject, a mail survey
of IRBs found that about half the respondents permitted surrogates to
use either the best-interests or substituted-judgment (i.e., what the
subject would personally choose if currently dedsionally capable) tests
(LeBlang & Kirchner, 1996). Assorted other IRBs indicated that they
either require one test or the other or have no formal policy on this point.
Respect for the idea of including the perspective of the subject as much
as feasible leads many IRBs to require the subject's assent, as well as the
surrogate's legally necessary consent, before enrollment in a study may
occur (Sachs et al., 1994). This requirement in effect gives the potential
subject absolute veto power.

There is no reason that the DPA device that is discussed in Chapter 8
for therapeutic situations should not be extended to the research context
as a means of allowing the potential future research subject to personally
select his or her own surrogate decision maker in the event that sub-
sequent incapacity should occur. This document would name someone
else to act as a proxy with delegated authority to continue or discontinue
the subject's participation in the study even as the decisional capacity of
the actual subject falls below the minimum level needed for valid choice
(Dukoff & Sunderland, 1997), This approach arguably has the advantage
of identifying and empowering a living, breathing, capable advocate to
weigh shifting risks and benefits on a continuing, dynamic basis. Thus, the
problem of the incompetent subject may be foreseen and prepared for in
advance by the formal designation of another who ordinarily should be
trusted to act in the older person's best interests (Kapp, 1994c; Sachs,
1994a). Empowerment of a proxy to make legally effective decisions in
this regard should be combined with respect for the subject's right—even
when exercised incompetently—to withdraw from a study by actively
manifesting (e.g., by unambiguous forms of noncooperation) any objection
to continued participation.

It also should be remembered that many important geriatric studies
using simple chart reviews or aggregate statistics remain to be done. These
studies do not require the active participation of actual human subjects. In
such chart or statistical studies, the legal and ethical difficulties found in
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obtaining informed consent from questionably competent older persons
for more invasive research are minimized, although recent state legislation
and proposed federal legislation may seriously threaten investigators'
ability to easily conduct medical records research (Melton, 1997). Addi-
tionally, much worthwhile geriatric research using simple surveys is
needed. Although requiring the subject's informed consent, the legal and
ethical problems in such survey research usually are less serious than arise
in more intrusive, risky medical interventions.

In terms of the informed element of consent, the investigator may
have to take special steps in communicating with older potential subjects
to address their particular needs and characteristics. Modification of the
manner of asking for consent from older individuals may include an extra
effort on the investigator's part to reduce bureaucratic jargon and tech-
nical scientific terminology to a level more understandable to lay individ-
uals. Special attention should be paid to the readability of written consent
forms. Calculation and presentation of risks in comprehensible terms is
vital to alleviating some of the anxieties that may lead older individuals to
react overcautiously to research proposals. Because the physical deterio-
ration that often accompanies aging may lead to a decrease in hearing
ability and vision, researchers providing information to a subject who is
hearing-impaired will have to speak loudly, and those presenting infor-
mation to one who is visually impaired should not depend on the fine
print of the written consent form. In such circumstances, including one of
the subject's relatives or friends in the communications process is espe-
cially advisable.

It has been suggested that acceptance of oral consent be considered
sufficient for older subjects who are made unnecessarily and unduly anx-
ious by the prospect of affixing their signatures to formal documents and
who decline participation solely for that reason (Makarushka & McDonald,
1979). At present, however, this is not an acceptable legal alternative except
in those limited situations, enumerated earlier, involving IRB waiver of
standard procedure.

In the context of human-subjects research whose topic is cognitive
impairment, surely one of the most significant issues for continuing IRB
oversight is the ongoing validity of informed consent, originally given
by a subject when decisionally capable, as the protocol proceeds over a
lengthy period of time. The capacity of an individual with a cognitive
impairment may either remain relatively constant, fluctuate, or steadily,
inexorably deteriorate (Glass & Somerville, 1991). A person who is capable
of comprehending the nature of a specific research protocol at the begin-
ning of the process (the time when informed consent typically is sought,
provided, and documented) may not be able to comprehend and manip-
ulate material information at later points during the research process.
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Changes in capacity may occur as a result of the natural history of the
individual's underlying medical ailment and/or the study intervention
itself.

A number of commentators advocate the popularization of advance
instruction directives for research participation (Keyserlingk et al, 1995),
analogous to the living wills that are executed widely by currently capable
persons in an attempt to prospectively control the future use of life-
sustaining medical interventions (see Chapter 11), Even if such directives
turn out to be useful in enrolling a person in a study in the first instance,
though, how does the continued participation by a now-incapacitated sub-
ject square with the law's guaranty, at 45 C.F.R. §46.116(a)(8), of a right to
withdraw from any protocol at any time without penalty or reprisal? How
could the right to withdraw be exerted and by whom?

Another possible intervention by the IRB might be to appoint and
assign some sort of third-party monitor, mentioned earlier in the context of
initial protocol approval, to be involved on an ongoing basis throughout
the conduct of a longitudinal protocol. This monitor or "research interme-
diary" (Reiser & Knudson, 1993) could be authorized to terminate a par-
ticular subject's participation—or to end the entire protocol early—in the
event that an unacceptable risk/benefit ratio develops (i.e., that the princi-
ple of equipoise is out of kilter [Karlawish, 1997; Karlawish & Lantos, 1997])
or there is a clear manifestation of a subject's desire (even if incompetently
formulated) to withdraw. Since the monitor is not selected by the subject,
this approach is less consistent than the DPA with facilitating the subject's
own autonomy. Accordingly, it should be limited—if utilized at all—to sit-
uations in which no DPA or other valid proxy directive was timely exe-
cuted by a previously capable, prospectively thinking human subject.

CONCLUSION

I have attempted in this chapter to point out some of the unique and in-
teresting legal and ethical challenges that the older research population
presents to both clinical investigators and caregiving health care profes-
sionals. It is imperative to protect from exploitation those older individ-
uals who are vulnerable due to a combination of advanced years and
mental or physical impairment, institutionalization, or psychological iso-
lation. I have endeavored to offer some insights into how such protection
might reasonably be accomplished.

It is essential at the same time, however, that neither the individual
investigator, the older person's health care professionals (including
the personal physician), nor society as a whole (through the enactment
of laws) (DeRenzo, 1997) commit the mistake of excessive paternalism
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toward the older potential research subject. There are many dangers, both
philosophical and practical, of adverse consequences stemming from over-
protectionism.

Philosophically speaking, unduly inhibiting the ability of older per-
sons to consent to research involvement arguably deprives them of a mea-
sure of decision-making autonomy and unfairly stigmatizes them as not
worthy of full self-determination. This affront to their right to control their
own participation may come at the same time that other intrusions into
their autonomy are materializing in their lives, such as the loss of individ-
ual prerogative that necessarily accompanies entry into an NF.

On the more tangible level, there are both direct and indirect detri-
ments that the older individual might suffer as a consequence of being
deprived of the opportunity to consent to research participation. Because
many research protocols pose at least the possibility of a therapeutic ben-
efit for the particular participants, one who is prohibited from participat-
ing is automatically deprived of this chance. Although the likelihood of
direct benefit is commonly more theoretical than concrete, the older per-
son should be as free as possible to weigh the known odds him- or herself
and to take a chance if desired. The therapeutic possibility for an inter-
vention that is being tested is especially significant when no other proven
treatment is available to alleviate the ailment of the subject/patient. Sec-
ondary benefits of research participation that are lost through excessive
paternalism include contact with others, more attention from, caregivers
(including health care professionals), a break from routine, and the psy-
chological satisfaction of contributing to knowledge that may have practi-
cal value to others. Finally, overzealous attempts to protect the aged as a
group would tend to inhibit research with great eventual potential value
to precisely the population cohort being shielded.

Clinical investigators and treating health care professionals must
protect vulnerable older persons while assessing and respecting each
older person as an individual. More research probably has to be done on
the process itself (i.e., conducting research on older, cognitively impaired
persons) before we can assess accurately the desirability of various spe-
cific strategies (Appelbaum, 1997b; Sachs & Cassel, 1990). I have dis-
cussed here the legal parameters that now guide conduct in this area.
Within those broad parameters, though, the capacities of external over-
seers are limited; it is the researcher's and treater's own sense of ethics
that will ultimately determine the well-being of the older research subject
and the future of geriatric research. Realistically, "[n]o practical level of
oversight can guaranty that each researcher will protect subjects with
complete integrity" (U.S. General Accounting Office, 1996b). The opera-
tionalization of these ethical principles is itself a proper subject for further
research in the future.
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Chapter 13

Legal Services
to Older Persons:

Physician/Attorney

Cooperation

INTRODUCTION

As the previous chapters have amply Illustrated, it is frequently impos-
sible to separate the health care of the aged from their legal (as well as
ethical, financial, and public policy) needs. Some problems require the
involvement of both the legal and health care systems for their favorable
resolution. When this occurs, and the legal and health aspects of an older
individual's problems become intertwined, the person becomes both a
health care professional's patient and a lawyer's client on the same mat-
ter(s). Such cases may be characterized as medicolegal.

Besides those provided by privately practicing attorneys retained
directly by older persons or their surrogates, legal services are available
from a variety of other sources. These sources include pro bono (donated)
services by the private bar; legal aid offices funded through the federal
Legal Services Corporation, Title 3 of the Older Americans Act (OAA),
state appropriations, or local charitable contributions; and frequently, law
school clinical programs. Information on reduced or nonfee legal services
for older persons generally may be obtained from one's local bar associa-
tion, long-term care ombudsman's office, legal aid office, or Area Agency
on Aging. Information on private pro bono services is available from the
American Bar Association Commission on Legal Problems of the Elderly
(see Appendix).

Not only is the subject matter of the problems encountered by older
persons medicolegal. The relationship between the different professionals
who are attempting to serve the needs of their joint older patient/client
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also must be medicolegal. That is, when dealing with an older patient/
client who presents a situation that incorporates both medical and legal
considerations requiring the assistance of professionals skilled in each of
those realms, both the health care professional and the representing attor-
ney are called upon to cooperate with each other to resolve the problem or
problems that brought their common patient/client to their respective
practices. In that event, members of the different professions must work
as partners instead of adversaries in order to ensure the well-being of the
total older person.

Although no litigated case has yet specifically raised this issue, it
might be contended that the existence of the health care professional/
patient relationship imposes upon the professional an ethically grounded
and legally enforceable duty to assist the older patient's attorney. This
duty would be especially strong if the health care professional has knowl-
edge and expertise concerning the patient's health status that would be
relevant to the resolution of a legal claim, failure to cooperate in such a
matter, it is arguable, leaves the individual in the lurch and should render
the health care professional civilly liable under the common law wrong of
abandonment.

What has just been said applies with particular force to the proper
role of the physician. There is the potential and a strong need for physi-
cians of all specialties and particularly those engaged in the delivery of pri-
mary care to become actively involved in an interdisciplinary professional
team approach to patient care so as to benefit the total well-being of older
individuals. This need is especially pressing with reference to legal advo-
cacy on behalf of older persons. Legal representation of older clients could
regularly benefit from physician cooperation in the preparation, prosecu-
tion, or defense of claims and in the rendering of planning and advice
designed to prevent legal problems from arising in the future. In many
cases, even minimally adequate representation is jeopardized or rendered
impossible if such cooperation is absent. The ideal role of the physician as
interdisciplinary team partner is a vital one.

The physician usually is entitled to financial compensation for time
spent in providing medicolegal services, such as review of medical records,
providing an affidavit, or giving sworn testimony at a deposition or trial.
This right to compensation is waived in some circumstances. Although
there exists no set fee schedule for such services, a fair rule of thumb is that
a physician's charge for medicolegal services should be roughly equivalent
to a charge for spending a comparable amount of time in providing clinical
care. In other words, it seems appropriate that the physician neither suffer
financially nor secure a windfall by cooperating in and contributing to the
resolution of a patient's legal problem.
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PROBLEMS IN PERFORMANCE

Unfortunately, it seems that a wide chasm frequently exists between the
actual and ideal roles of the physician as a member of the professional
team concerned with assisting older individuals to fully realize the legal
rights and entitlements that society has sought to afford them. Put less
delicately, the performance level of physicians in this regard is sometimes
lacking in sufficient quality and commitment. In certain circumstances,
physicians actually may create or contribute to older individuals' legal
problems, rather than aiding in their resolution. This may come about
through such practices as collusion with unscrupulous relatives or nursing
facility (NF) operators in having older patients unnecessarily or prema-
turely found incompetent and/or institutionalized or overly sedating or
restraining older patients for the management convenience of others. In
the vast majority of cases, however, physician noncooperation is a passive,
rather than an active, phenomenon.

The fundamental nature of the attorney/physician impasse may be
characterized as communication and information exchange failures. The
main problems may seem at first blush rather mundane, but in reality they
are at the very heart of the legal service provider's ability to provide com-
petent (let alone ultimately successful) legal counsel and representation to
older clients. Shortcomings in this category include (a) physician failure
to respond, in a timely fashion or at all, to attorney telephone calls or cor-
respondence; (b) physician failure to provide attorneys with requested
medical reports that are complete, conclusive, and relevant to the issue(s)
the physician was asked to address (follow-up requests for the correction
or supplementation of deficient medical reports ordinarily meet with an
even colder physician shoulder than do original requests); and (c) resis-
tance to or refusal of requests for the patient-authorized release of medical
records to the attorney.

The other major negative aspect of physician performance in this
sphere is closely related to the first and centers around physician attitudes.
In many cases, physicians are reluctant and, in a certain proportion of cases,
are outwardly hostile about becoming professionally involved with lawyers
or the legal system through performance of medicolegal evaluations, ren-
dering medicolegal reports about older patients, and especially giving oral
testimony (and potential submission to cross-examination) before any judi-
cial or administrative tribunal. Exacerbating these attirudinal difficulties is
the seeming resistance of some physicians to being educated by their older
patients' legal representatives about either the legal system, legal issues con-
fronting their older patients, or the appropriate respective roles of medical
and legal professionals in addressing those issues.
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IMPEDIMENTS TO COOPERATION

A number of factors have been suggested as possible partial explanations
for the communication and attitudinal difficulties that block achievement
of optimal physician performance as members of the total professional
team concerned with aiding older adults to fully realize their legal enti-
tlements. These impeding factors fall into essentially two classifications:
(1) those that are associated with the advanced age of the patient/client
and (2) those that would be present regardless of the patient/client's age.
Identifying and weighing these factors is essential to any effort to improve
the quality and commitment of physician participation in the resolution of
medicolegal issues confronting older patients.

The most important reason underlying frequent ineffectiveness of
physicians as patient advocates is the still too prevalent tendency evi-
denced by a large portion of the medical community to minimize relating
to the older population in any, even a purely medical, context. There is
strong evidence that the average level of care of the elderly, particularly
for those in long-term care institutions, is not up to the same high stan-
dards available to patients in other age groups (Kapp, 1998a). According
to a Harvard Medical School study of New York State hospital care,
patients over age 65 were twice as likely to be iatrogenically injured as
those between 16 and 44 years (Weiler et al., 1993). Physicians as a whole
spend less time examining and treating older patients than patients who
are younger. The prejudice against the aged, commonly referred to as
"ageism," (Butler, 1975), has several sources as applied to the practice of
medicine. The average age of patients in a physician's practice (in every
area except pediatrics) increases 5 years for every 10 years that the physi-
cian ages. According to a former president of the American Medical Direc-
tors Association, an organization of NF medical directors, "Age frightens
physicians. They imagine themselves in that age range." Tied to this neg-
ative identification is the personally depressing outlook still held by most
physicians that the ailments of the aged are chronic and eventually fatal,
so active treatment is largely a waste of time and resources. As one physi-
cian has observed, in a statement just as true almost a quarter of a century
after originally made, most of his colleagues tend to view chronic care,
particularly of the aged, as

, . . boring, tedious, uninteresting and unproductive. Since chronic con-
ditions are by nature irreversible (though nonetheless treatable), doctors
tend to view them with despair and even nihilism. There is almost a
Peter Pan sense that medicine should be immediately gratifying and
not spoiled by situations which defy the doctor's ability to "make it all
better." (Butler, 1975)
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There are other explanations offered for the medical profession's
preference for younger patients, a preference that has been cynically
dubbed "the YAVIS syndrome" (an acronym for young, attractive, verbal,
intelligent, and successful) (Dickman, 1979). One explanation promi-
nently suggested is the dearth in most medical school curricula of suffi-
cient learning experiences in geriatrics and gerontology. This deficiency
has included a failure to convey to medical students the necessary special
understanding of the impact of social, economic, and legal conditions on
older persons.

Another frequently cited potential explanation for the widespread
ageism-in-medicine phenomenon is the filled schedules and hectic pace
of practice that most physicians maintain, from a combination of necessity
and choice. Examining and treating an older patient quite often requires
more professional time and patience than does processing someone
younger through the physician's office. The older patient can be slower,
more difficult, and more demanding to work with, impairing the effi-
ciency of the physician's business operations. This is an especially vexing
challenge in the modern age of managed care.

Closely related to the topic of time is that of finances. Primary treat-
ment and care of older patients is not an especially lucrative area of prac-
tice, compared with serving other kinds of patients. In fee-for-service
settings, the type of chronic, maintenance care generally required by older
patients does not generate medical fees of the same magnitude as the acute
care, with its emphasis on procedures, more frequently needed by younger
populations. In managed care arrangements, with their strict cost controls,
the added time that proper geriatric care requires can impair efficiency in
a way that places the physician at personal financial risk. Additionally,
Medicare and Medicaid, upon which most older patients rely, limit fee
supplementation opportunities. Moreover, the 1996 federal Health Insur-
ance Portability and Accountability Act (HIPAA) provides that if a physi-
cian accepts cash payment for services rendered to a Medicare-eligible
patient in lieu of billing the government for those services, even when the
patient requests or is satisfied with this arrangement, that physician is
then precluded from collecting Medicare payments for services provided
to any patient for the following 2 years. The physician must rely on a pub-
lic third-party reimbursement system that often (quite correctly) is per-
ceived as inadequate in amount and untimely in payment, particularly
when care is rendered in an NF setting. This system therefore acts as a real
practical disincentive to serving older persons medically.

One factor contributing to insufficient primary care attention to the
aged is the overeagerness on the part of many primary care physicians
to transfer, rather than just refer, older patients with any semblance of a
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psychiatric symptom to a psychiatrist or other mental health caregiver,
Psychiatric and psychological consultations may be extremely helpful in
caring for older patients; however, the primary care physician should not
be too precipitous in relinquishing involvement altogether, as most older
patients have basic medical maladies that can best be medically evaluated
and treated by primary care physicians.

The lack of enthusiastic cooperation by some physicians on behalf
of the rights of older clients/patients also may be traced to the overly def-
erential posture in which many older adults hold their physicians. As a
result of their cultural upbringing, most members of today's older gener-
ation are conditioned to treat authority figures with great respect and even
awe. Many older clients/patients are afraid or reluctant to "bother" or
"intrude upon" the time and energies of their personal physician with
requests pertaining to matters such as filling out legally required forms,
writing letters, talking on the telephone, or testifying in judicial proceed-
ings. This reluctance to invoke physician involvement in "nonmedical"
matters is especially pronounced when a long-term, hierarchical doctor/
patient relationship has developed—exactly the type of situation in which
the physician would have the most to offer the older person's legal repre-
sentative in terms of relevant data and opinions. Deference to one's own
physician is particularly strong in older females, who have been trained to
react passively and defer to authority in many situations.

Finally, and paradoxically, it is precisely when the older individual
needs the cooperation of his or her personal physician the most that
the patient may be most reluctant to ask for it. Excessive deference to the
physician not only may result in the older patient/client personally refrain-
ing from imposing upon the physician to become involved in the patient/
client's affairs but also may take the form of explicit or implicit client
instructions to the attorney to avoid making demands upon the physician
that the client feels are too intrusive and disrespectful.

An additional consideration contributing to the failure of physicians
as a whole to undertake a more activist role in advocating on behalf of
their older patients' legal rights is the great extent to which the physician
deals with surrogates purporting to represent the older patient, rather
than with the patient directly, A surrogate, often a relative but sometimes
a nonrelated guardian or friend, who claims to act for the older patient and
in that patient's best interests may come between the doctor and patient
and divert communication and interpersonal contact from the physician
away from the patient and toward the surrogate. Such a surrogate may
(but does not inevitably) steer the physician away from positive coopera-
tion with the older patient's attorney (if the patient is even permitted to
have an attorney in the first place). This is most likely when the respective
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interests of the patient and the surrogate are inconsistent with each other
or in clear conflict.

On the other hand, much of the time the interests of the patient and
surrogate are fully in concert. In such cases, the surrogate will encourage
and facilitate physician/attorney collaboration.

So far, discussion has focused on considerations unique to older
patient/client populations. There do exist, however, factors that would
impede a productive physician/lawyer working relationship regardless of
the characteristics of the particular patient/client involved. These types of
problems apply both genetically and to the specific case of the older per-
son in need of medicolegal assistance.

One of these factors is the manner in which physicians ordinarily
delineate their own professional role and goals. They generally define
their jobs and their product, and therefore what others may reasonably
expect from them, according to a narrow medical model. They surely do
not envision assisting in the legal representation of patients as an impor-
tant element of what the physician does for a living or sets out to achieve.
The average physician would describe his or her proper role and goal
strictly as defining and developing a course of diagnosis and therapy that
the physician feels to be in the best medical interest of the patient under
the circumstances. Against such a job and product description, the attor-
ney seeking to engage physician assistance in preparing forms and testi-
mony for administrative or judicial consumption understandably faces an
uphill battle.

When physicians do think of the law as relevant to their professional
conduct, the connotation is almost invariably negative (Kapp, 1998c). The
attitude of most physicians is that the law and the legal system serve pri-
marily to prescribe or proscribe medical conduct, often interfering with
good clinical judgment and restricting the delivery of what is believed to
be good, ethical patient care. Most physician contact with the law and with
lawyers unfortunately has been antagonistic in nature. The chief legal con-
cern in the doctor/patient relationship has been with methods through
which the physician can avoid liability, not on how the patient's legal and
ethical interests may best be advocated.

Each of the factors mentioned, operating separately and in concert,
contribute to the overall suboptimal history of physician performance as
members of the interdisciplinary team responsible for promoting the legal
welfare of their older patients. What steps can reasonably be attempted to
address this urgent situation? Deficiencies in attorney/physician relation-
ships, in which the well-being of the older client/patient suffers, are too
deep-seated and long-standing to be solved overnight. Nevertheless, several
proposals for improvement are offered here, briefly but enthusiastically.
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PROPOSALS FOR IMPROVEMENT

I consciously have refrained in this book from proposing vast socially
oriented schemes entailing such initiatives as greatly increased public
spending for legal and medical services for the aged, the creation of new
government agencies to coordinate physician/attorney activities in this
realm, or broader mandatory reporting requirements in cases of suspected
elder abuse, I do not endorse global suggestions in this vein as necessarily
effective or desirable. In any event, a worthy, comprehensive discussion of
governmentally induced changes in the legal and health care delivery sys-
tems as they affect older persons is a subject best left for another forum at
another time. 1 concentrate here instead on a few practical ideas that actual
health care professionals will be able to realistically consider, accept, and
implement to enhance the quality of lives of those older patients whom
they serve daily in their professional practices.

First and most fundamentally, physicians must possess and exhibit
a high degree of compassion and empathy for the vicissitudes—medical,
legal, and combined—sometimes encountered by their older patients,
What is needed is not a paternalistic, noblesse oblige attitude but rather a
sincere emotional identification. This psychological commitment must be
accompanied by a thoughtful reexamination and redefinition of the health
care professional's basic aims or goals in rendering services to older
patients. Instead of invariably and indomitably striving for and expecting
to achieve a miraculous scientific cure, breakthrough, or remission in
every clinical experience, the physician in many cases must come to real-
ize and emphasize instead the palliative, caring, supportive purposes
of medical intervention, the quality-of-life-enhancing opportunities that
challenge the physician who is caring for a patient of advanced years. The
zero-sum ideology of medicine, in which there is clear victory or defeat,
must be put aside in favor of a much broader spirit of compassionate sus-
tenance as a valid role of medicine.

Just as the health care professional's basic aims or goals in rendering
services to older patients must be reexamined, so too must the appropriate
role of the health care professional himself or herself be carefully reevalu-
ated. A more encompassing vision of the physician as member of the inter-
disciplinary professional team responsible for assuring the well-being of
older individuals, including prominently their legal and social welfare, must
be accepted enthusiastically. The earlier self-perception of the physician as
detached, objective scientist is part of a bygone era, if it ever was an accurate
or desirable description. The physician must understand and agree that
actively cooperating with an older patient's attorney in the preparation,
prosecution, or defense of a legal claim involving that patient is a proper
and necessary aspect of sensitive and complete medical practice.
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Physicians must learn to overcome the inevitable pragmatic pres-
sures and constraints of time and finances. They must cultivate a skill
for and interest in listening to the lessons of older patients and their
social service and legal representatives and learning from them about a
patient's legally related needs and the physician's potential contribution
to answering them. The physician must develop habits of timely, respon-
sive, and full replies to written and oral queries from older patients'
attorneys, establishing contact and asking questions and making sug-
gestions where attorney requests are ambiguous or unduly burdensome,
Perhaps most significantly, it is important for the physician to exert a sin-
cere effort to alert and inform his or her older patient clientele and their
legal advocates of the physician's sensitivity to the panoply of legal
entanglements potentially in the offing for older patients. The physician
must show readiness to positively participate in the successful resolution
of those challenges.

Assuming the desirability of these proposals, how then, as a realistic
matter, can they be affirmatively promoted? The answer, of course, is
multifaceted, but I heartily endorse the central notion that one valuable
strategy to address deficiencies in physician performance is through
reform of the medical education process, on both the pre- and post-M.D.
or D.O, levels.

It is imperative, in the first instance, that a core geriatrics and geron-
tology curriculum be more fully integrated into our medical and other
health professions schools. Beyond that, it is essential that this curriculum
incorporate attention to the psychosocial and cultural components of
aging, as well as the physical and mental maladies of patients. Medical
education must encompass courses in geriatrics that aim. for a detailed
understanding of community services, how they operate, and how they
influence the patient's and family's ability to function.

A thoughtfully devised and enthusiastically implemented medical
educational experience in legal issues relating to older persons should
enjoy the visible and vocal support of the medical school's administration
and clinical faculty. Such an endeavor can help in accomplishing the objec-
tives of broadening physicians' role perceptions and forcing physicians to
appreciate the contribution of other professions, including but not limited
to the law, in serving the total well-being of the aged. (This discussion pre-
sumes, of course, that law schools must do their job to prepare graduates
who are capable of devising and implementing appropriate learning expe-
riences concerning the legal rights of older citizens.)

Specific coursework, some of it with a central focus on legal issues
and some of it integrating legal issues into existing clinical rotations, is
needed. Continuing medical education (CME) conferences also must
include an emphasis on these issues for the benefit of active practitioners.
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We must write, publish, and read more comprehensive yet comprehensi-
ble textbooks, designed with health professions students, teachers, and
clinicians foremost in mind, that explicate legal issues facing the aged and
how they impact on the real-world practice of medicine.

Above all, health care students, teachers, and practitioners must con-
scientiously strive to continue learning and relearning about these vital
matters. The tools and mechanisms for education are only as effective
as students would have them be. In the final analysis, the quality of the
attorney/physician partnership continues to depend most clearly upon
the quality of the respective partners.



Appendix

Information Sources

Alzheimer's Disease and Related Disorders Association, Inc., 919 North Michigan
Avenue, Chicago, IL 60611-1676, phone 312-335-8700, E-mail info@alz.org,
web www.alz.org/

American Association of Homes and Services for the Aging, 901 E Street, NW,
Suite 500, Washington, DC 20004-2011, phone 202-783-2242, web www.aahsa
•org

American Association of Retired Persons, 601 E Street, NW, Washington, DC
20049, phone 202-434-2277, web www.aarp.org

American Bar Association, Commission on Legal Problems of the Elderly, 74015th
Street, NW, Washington, DC 20005-1022, phone 202-662-8690, E-mail abaelderly
@abanet.org web www.abanet.org/elderly

American Bar Association, Commission on Mental and Physical Disability Law,
740 15th Street, NW, Washington, DC 20005-1022, phone 202-662-1570, web
www. abanet.org / disability /

American College of Legal Medicine, 611 East Wells Street, Milwaukee, WI53202,
phone 800-433-9137 and 414-276-1881, E-mail info@aclm.org, web www.aclm
.org

American Geriatrics Society, 770 Lexington Avenue, Suite 300, New York, NY
10021, phone 212-308-1414, E-mail info.amger@americangeriatrics.org, web
www.americangeriatrics.org

American Health Care Association, 1201 L Street, NW, Washington, DC 20005,
phone 202-842-4444, web www.ahca.org

American Health Lawyers Association, 1120 Connecticut Avenue, NW, Suite 950,
Washington, DC 20036-3902, phone 202-833-1100, E-mail info@healthlawyers
.org, web www.healthlawyers.org

American Medical Association, 515 North State Street, Chicago, IL 60610, phone
312-464-5000 and 800-621-8335, web www.ama-assn.org

American Medical Directors Association, 10480 Little Patuxent Parkway, Suite 760,
Columbia, MD 21044, phone 410-740-9743, 410-995-1240, and 301-596-5774,
web www.amda.com

American Society on Aging, 833 Market Street, Suite 511, San Francisco, CA 94103-
1824, phone 415-974-9600, E-mail info@asa.asaging.org, web www.asaging.org

American Society of Law, Medicine and Ethics, 765 Commonwealth Avenue, 16th
Floor, Suite 1634, Boston, MA 02215, phone 617-262-4990, E-mail aslme@bu
.edu, web www.aslme.org
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American Society for Healthcare Risk Management, American Hospital Asso-
ciation, One North Franklin, Chicago, IL 60606, phone 312-422-3980, E-mail
LMangan.l@aha.org, web www.ashrm.org

Americans for Better Care of the Dying, 2175 K Street, NW, Suite 820, Washington,
DC 20037-1803, phone 202-530-9864, E-mail caring@erols.com, web www
.abcd-caring.com

Center on Disability and Health, 1522 K Street, NW, Suite 800, Washington, DC
20005, phone 202-842-4408

Center for Health Care Law, National Association for Home Care, 228 7th Street,
SE, Washington, DC 20003, phone 202-547-5262

Center to Improve Care of the Dying, George Washington University, 2175 K
Street, NW, Suite 820, Washington, DC 20037, phone 202-467-2222, E-mail
cicd@gwis2.circ.gwu.edu, web www.gwu.edu/~cicd

Center for Social Gerontology, 2307 Shelby Avenue, Ann Arbor, MI 48103-3895,
phone 734-665-1126, web www.tcsg.org

Choice in Dying, Inc., 475 Riverside Drive, Room 1852, New York, NY 10015, phone
212-870-2003, web www.choices.org

Gerontological Society of America, 103015th Street, Washington, DC 20005, phone
202-842-1275, E-mail geron@geron.org, web www.geron.org

Hastings Center, Route 9D, Garrison, NY 10524-5555, phone 914-424-4040, E-mail
thehastingscenter.org

Internet and E-Mail Resources on Aging; An Online Directory, web www.aoa.dhhs
.gov/aoa/pages/jpostlsthtml

Joint Commission on Accreditation of Healthcare Organizations, One Renaissance
Boulevard, Oakbrook Terrace, IL 60181, phone 630-792-5000, well www.jcaho
,org

Legal Counsel for the Elderly, 601 E Street, NW, Washington, DC 20049, phone 202-
434-2170

Legal Services Corporation, 750 1st Street, NE, 10th Floor, Washington, DC 20002,
phone 202-336-8800, web www.lsc.gov

National Academy on Aging, 1275 K Street, NW, Suite 350, Washington, DC 20005-
4006, phone 202-408-3375, E-mail geron.geron.org, web www.geron.org

National Academy of Elder Law Attorneys, 1604 N. Country Club Road, Tucson,
AZ 85716, phone 520-881-4005, E-mail info@naela.com, web www.naela.
org

National Aging Resource Center on Elder Abuse, 810 First Street, NE, Suite 500,
Washington, DC 20002-4205, phone 202-682-2470, web www.gwjapan.com/
NCEA

National Association of Area Agencies on Aging, 1112 16th Street, NW, Suite 100,
Washington, DC 20036-4823, phone 202-296-8130 (phone for Eldercare Loca-
tor 800-677-1116), web www.aoa.dhhs.gov

National Center on Elder Abuse, 810 First Street, NE, Suite 500, Washington, DC
20002-4267, phone 202-682-2470, web www.gwjapan.com/NCEA

National Citizens Coalition for Nursing Home Reform, 142416th Street, NW, Suite
202, Washington, DC 20036, phone 202-332-2275, E-mail NCCNHRl@erls.com,
web www.NCCNHR.org
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National Conference of Commissioners on Uniform State Laws, 211 E. Ontario
Street, Suite 1300, Chicago, IL 60611, phone 312-915-0195, E-mail NCCUSL
©NCCUSL.org, web www.NCCUSL.org

National Council on the Aging, Inc., 409 Third Street, SW, Suite 200, Washington,
DC 20024, phone 202-479-1200, E-mail info@NCOA.org, web www.NCOA.org

National Hospice Organization, 1901 N. Moore Street, Suite 901, Arlington, VA
22209, phone 703-243-5900, web www.NHO.org

National Legal Center for the Medically Dependent and Disabled, 7 South 6th
Street, Suite 208, Terre Haute, IN 47807, phone 812-238-0769, E-mail tmarzen
©aol.com

National Reference Center for Bioethics Literature, Kennedy Institute of Ethics,
Georgetown University, Box 571212, Washington, DC 20057-1212, phone
202-687-3885 and 800-MED-ETHX, E-mail medethx@gunet.georgetown
.eduNational, web www.guzweb.georgetown.edu//nrcbl/

National Senior Citizens Law Center, 1815 H Street, NW, Washington, DC 20006,
phone 202-289-6976, web www.nsck.org/

Older Women's League, Office of Legal Counsel, 666 llth Street, NW, Suite 700,
Washington, DC 20001, phone 202-783-6686

Public Responsibility in Medicine and Research, 15 Court Square, Suite 340,
Boston, MA 02108, phone 617-367-4992

U.S. Administration on Aging, Department of Health and Human Services, 330
Independence Avenue, SW, Room 4760, Washington, DC 20201, phone 202-
619-0556, E-mail aoainfo@ban-gate.uoa.dhhs.gov, web www.aoa.gov/

U.S. Health Care Financing Administration, Department of Health and Human
Services, 200 Independence Avenue, SW, Suite 314G, Humphrey Building,
Washington, DC 20201, phone 410-966-6784, web www.hcfa.gov

U.S. National Institute on Aging, Public Information Office, Bethesda, MD 20892,
800-222-2225, web www.nih.gov/nia/

U.S. Senate Special Committee on Aging, Dirksen Senate Office Building, Room
G31, Washington, DC 20510-6400, phone 202-224-5364, E-mail mailbox@aging
.senate.gov, web www.senate.gov \~aging

World Institute on Disability, 510 16th Street, Suite 100, Oakland, CA 94612, 510-
763-4100, E-mail wid@wid.org, wefrwww.wid.org

www.NCCUSL.org
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informed consent for, 227, 228,

230-232,235-244

intermediary, 244
international guidelines, 226-227,

239-240
proxy consent for, 116,117,118
right to withdraw, 227,231, 242, 244
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Truth-telling, 40-42
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