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Foreword

In September 1984, OTA received requests from both the House and Senate Aging Committees
to study the implications for their constituents of medical technologies that can sustain life in
patients who are critically or terminally ill. Both Committee Chairmen, Senator John Heinz and
Congressman Edward Roybal, expressed concern about elderly persons whose rights as patients
and dignity as citizens are, or are feared to be, jeopardized —either by unwanted aggressive medical
treatment or, conversely, by financial barriers to treatment.

The Senate Special Committee on Aging cited “new questions about the quality of life” that
accompanies increased survival made possible by “current and emerging methods of life support .*
The Committee requested a “thorough review of the ethical dilemmas concerning life and death
decisions that are faced by health care practitioners, elderly patients themselves, and concerned
family members. ” OTA was asked to explore the special problems related to treatment decisions
for older patients who are cognitively impaired and, thus, unable to make their own decisions,
and to compare alternate methods for specifying in advance one’s wishes regarding treatment.
The Senate Committee also expressed interest in comparative reviews of the various institutional
and noninstitutional settings in which life-sustaining technologies are used.

The House Select Committee on Aging identified as the key issues those related to ‘(financial
access” to life-sustaining technologies and the “right to choose.” Of special interest were ways
to ensure that elderly persons retain autonomy in treatment decisions, and the roles of families,
providers, and government in supporting patient autonomy. Ethical issues related to the use of
technologies that are currently available or anticipated were to be reviewed to advance under-
standing about care of the critically and terminally ill elderly. OTA was asked to assess the costs
to patients, their families, and the public, and to lay the groundwork for policies about Medicare
and Medicaid reimbursement of these technologies. Also of interest to the House Committee were
the growing use of home care and issues related to quality of care, especially in the home.

In response, OTA has conducted a study of a wide range of topics, some of which have recently
been receiving a great deal of scrutiny inside and outside the government. In order to derive
information specific enough to guide possible congressional action and to be responsive to the
requesting Committees, this examination of the issues is specifically tied to particular life-sustaining
technologies and their use with patients who are elderly. At the same time, much of this information
is applicable to life-sustaining technology in general and to citizens of all ages.

OTA has tried to provide a strong sense of the human dimension in this report. In addition
to descriptions of what is theoretically possible and statistically documentable, much information
is presented about the experience of individual patients and their families. The case examples,
of which there are many, are true stories. While no case is “typical,” every one expresses the
potential benefits or the potential burdens of life-sustaining treatments. Each makes clear and
poignant the needs of patients, their families, and caregivers who are faced with decisions about-or
the consequences of decisions about—the use of life-sustaining technologies.

o R JOHN H. GIBBONS
'\I.-w”— TR ST BN 2.0 Director
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Chapter 1

Summary and Policy Options

INTRODUCTION

The dramatic advances in life-sustaining medi-
cal technologies during the past three decades
have been accompanied by rapid expansion in
their availability and use. As equipment and pro-
cedures have been refined and experience accu-
mulated, the necessary personnel, facilities, and
reimbursement have expanded, and the clinical
criteria guiding use have been broadened. The
types of patients who become candidates for life-
sustaining treatments have changed, and their
numbers have increased sharply. Many of these
patients are elderly. As the population ages, as
once “extraordinary” measures become common-
place, and as ever-more powerful technologies
emerge, it becomes increasingly important to
understand the problems as well as the potential
associated with the use of these technologies and
to devise policies that reflect this understanding.

Technologies that support or replace the func-
tioning of a vital organ are capable of saving and
sustaining life and, sometimes, capable of restor-
ing health and independence. However, an indi-
vidual’s response to treatment can seldom be pre-
dicted with certainty; thus, it is never clear that
a “life-sustaining” technology will sustain the life
of a particular patient or, if it does, for how long.
The quality of the life that is sustained may be
even harder to predict. Patients and other inter-
ested parties may evaluate differently the bene-
fits and burdens associated with treatment versus
nontreatment and with one treatment versus
another. An important factor that further com-
plicates matters is that many patients with life-
threatening conditions are not able to understand
their treatment options or to express preferences
regarding them.

Public discussion about the use of life-sustaining
technologies, either for individual cases or health
care policy, is relatively new, but newsworthy. At
any one time, many thousands of elderly persons
are receiving life-sustaining interventions. The vast
majority of cases go unnoticed except by the pa-
tients, family members, and others directly in-

volved in making and living with difficult treat-
ment decisions. However, a few of these cases gain
notoriety and public attention as it becomes appar-
ent either that treatment was unwanted or futile
or, conversely, that some new medical break-
through or personal triumph over adversity has
occurred. Under public scrutiny, these cases make
clear the interdependence of private health care
decisions and the public policies that determine
whether treatment choices are legal, ethically
acceptable, economically feasible, and fair.

The legal, ethical, and economic questions raised
by decisions about the use of life-sustaining tech-
nologies have been studied by scholars and pol-
icymakers both inside and outside the govern-
ment. The first major government publications
addressing access to and decisions regarding the
use of life-sustaining treatment were prepared in
the early 1980s by the President’s Commission for
the Study of Ethical Problems in Medicine and Bio-
medical and Behavioral Research. Related research
has been performed or sponsored by the Office
of the Surgeon General, the General Accounting
Office (GAO), the Congressional Budget Office
(CBO), the National Institutes of Health (NIH), and
the Office of Technology Assessment (OTA). These
studies demonstrate the lack of consensus regard-
ing appropriate use of life-sustaining technologies
and the lack of consensus even about appropri-
ate procedures for making those decisions.

This assessment draws on the earlier studies,
but it is different from them in two important
respects. First, it is focused on particular tech-
nologies, The discussion goes beyond abstract con-
siderations related to the care of the critically and
terminally ill to identify specific problems and po-
tential solutions related to selected technologies
used to treat or manage life-threatening condi-
tions. Second, this assessment is focused on a speci-
fied age group, i.e., persons over age 65, rather
than on all potential patients. The major purpose
is to provide an array of options for public policy
that will support wiser clinical decisions about the



4 . Life-sustaining Technologies and the Elderly

use of these technologies. Toward this goal, the
assessment presents information about topics as
diverse as the cost of equipment, competing ethi-
cal principles, the experience of patients and their
families, and the training of health care profes-
sionals. The assessment synthesizes available and
new information, from a new perspective, and
from this it develops a set of issues and related
options for congressional review.

Selected Life-Sustaining
Technologies

Life-sustaining technologies are drugs, med-
ical devices, or procedures that can keep indi-
viduals alive who would otherwise die within
a foreseeable, but usually uncertain, time pe-
riod. While these technologies share some com-
mon ethical, legal, and health care delivery prob-
lems, each has unique characteristics that either
raise special questions or suggest possible solu-
tions. Five specific technologies used to treat or
manage life-threatening conditions are the focus
of this assessment:

1. Cardiopulmonary resuscitation (CPR) re-
fers to a range of technologies that restore
heartbeat and maintain blood flow and breath-
ing following cardiac or respiratory arrest.
Resuscitation procedures range from basic
life support, which uses manual external
cardiac massage and mouth-to-mouth venti-
lation, to advanced life support, which may
include application of prescription drugs and
sophisticated devices such as an electrical
defibrillator, temporary cardiac pacemaker,
and mechanical ventilator. Resuscitation has
extremely wide potential application because
it can be applied to virtually any person whose
heart stops beating,

2. Mechanical ventilation is the use of a ma-
chine to induce alternating inflation and defla-
tion of the lungs, to regulate the exchange
of gases in the blood. The most common type
of ventilator (or “respirator”) delivers inspira-
tory gases directly into the patient’s airway
through tubing that connects the patient to
the machine. The technology is used to sus-
tain patients whose spontaneous breathing
is inadequate or has stopped altogether due

to acute or chronic diseases of the neuromus-
cular, necrologic, or pulmonary system, or
due to anesthesia or trauma. This assessment
is particularly concerned with mechanical
ventilation that becomes prolonged or
chronic.

3. Renal dialysis is an artificial method of
maintaining the chemical balance of the blood
when the kidneys have failed. The blood is
cleansed of impurities, either by cycling the
blood through a machine and back into the
patient via catheters (hemodialysis), or by
cycling dialyzing fluid into and out of the ab-
domen using the patient’s peritoneal mem-
brane as a filter (peritoneal dialysis). Dialy-
sis is used for patients in acute renal failure
and those with chronic end-stage renal dis-
ease (ESRD).

4. Nutritional support and hydration refers
to artificial methods of providing nourishment
and fluids. The two modes of delivery are en-
teral (or tube feeding), in which nutritional
formulas are delivered via a tube into the
digestive tract, and parenteral that includes
all methods other than enteral but is primar-
ily intravenous feeding in which nourishment
is delivered via catheter into the bloodstream.
Total parenteral nutrition (TPN) is an intra-
venous procedure that supplies sufficient
nutrients to maintain a person’s weight in-
definitely. Tube feeding and TPN are used pri-
marily for people who are unable to take suffi-
cient amounts of food and fluids by mouth
or who are unable to digest and absorb them
adequately.

5 Antibiotics are a large set of drugs used to
cure or control numerous bacterial, viral, and
fungal infections, including minor ones. Dif-
ferent families of antibiotics have been de-
veloped for use in combatting different types
of infections. Antibiotics maybe administered
topically, orally, intravenously, or intramus-
cularly, in discrete doses or continuously. All
antibiotics are potentially life-sustaining, By
“life-sustaining antibiotic therapy” OTA means
not a particular drug or family of drugs but
the use of any antibiotic against a life-threat-
ening infection.

With the exception of antibiotics, none of the
five technologies examined in this assessment can
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cure the underlying condition that precipitated
its use. Thus, among patients who receive these
interventions and survive, health status and func-
tional capacity vary widely. While some patients
regain adequate natural function of the affected
organ, others become permanently dependent on
the life-sustaining technology (and they may be
simultaneously dependent on more than one life-
sustaining technology). They may require continu-
ing medical care and, often, other forms of
assistance.

The life-sustaining technologies OTA has stud-
ied are only a few of many possibilities. They were
selected to illustrate significant ranges across such
dimensions as burden, cost, and risk. For exam-
ple, antibiotic therapy administered intravenously
is relatively painless and nonrestrictive, especially
in comparison with mechanical ventilation, hemo -
dialysis, and TPN. Mechanical ventilation fre-
guently involves continuous, round-the-clock ap-
plication, while hemodialysis is typically applied
three times per week for 3 to 5 hours per treat-
ment. Resuscitation is, ideally, applied only once.
Costs and expenditures, which are related to fre-
guency and duration of treatment, range from
minor to catastrophic. Available reimbursement
may be near total or minimal. The technology may
bring risks of serious complications (e.g., renal
failure associated with mechanical ventilation) or,
provided proper procedures are followed (e.g.,
to prevent catheter-related infection for TPN), it
may be generally safe. While invasiveness and high
cost may tend to restrict use, low risk and low
cost (or generous reimbursement) may lead to
overuse. All these factors bear on clinical deci-
sionmaking.

The five technologies examined in this assess-
ment also illustrate the variety of settings and cir-
cumstances in which life-sustaining treatment can
be administered. Most of these technologies are
now technically possible and available not only
in acute care hospitals and intensive care units
(ICUs), but in nursing homes, patients’ homes, and
other community settings. While incubation for
mechanical ventilation is usually done by highly
trained professionals in an emergency room or
ICU, some stabilized ventilator patients can man-
age in their own homes. Basic resuscitation tech-
niques can be performed by trained bystanders

wherever a cardiac arrest occurs, but advanced
CPR requires emergency transfer to a hospital.

Focus on the Elderly Population

This assessment focuses on elderly persons who
are already receiving or who might become can-
didates for life-sustaining medical technologies.
For purposes of this assessment, the elderly pop-
ulation is defined as all persons aged 65 and
over. OTA recognizes and emphasizes, how-
ever that defining the elderly population on
the basis of any chronological age criterion
tends to mask the heterogeneity of that popu-
lation. Sixty-five, or any chronological age, is a
poor indicator of biological function, physiologi-
cal reserve, cognitive ability, or health care needs.
The use of age 65 is justified, however, by its prom-
inence in available health and demographic sta-
tistics and its relevance to eligibility criteria in cur-
rent Federal and State health care programs,
especially Medicare. To minimize the loss of ana-
Iytical and descriptive rigor from using a single
age criterion, this assessment refers wherever pos-
sible to subgroups of the elderly population (e.g.,
65 to 74, 85 and over).

While many important considerations in the use
of life-sustaining technologies apply regardless of
the patient’s age, some factors distinguish the
elderly as a special population. These include:

* Elderly people, as a group, are at greater risk
of life-threatening illness than younger people.

* Because both the prevalence and severity of
chronic conditions and their associated dis-
abilities increase in old age, elderly persons
who experience a life-threatening illness are
more likely than younger persons to already
be in a state of compromised health and re-
duced functioning that negatively affects their
quality of life.

* Elderly people are more likely than younger
adults to be victims of a dementing illness,
and they have high rates of other disorders
(e.g., depression, drug toxicity) that may tem-
porarily or permanently impair their ability
to make health care decisions.

+ Comorbidity (the coexistence of more than
one disease) and age-associated loss of func-
tion complicate the prognosis and treatment
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of life-threatening conditions in elderly
persons.

* There are questions about the quality of
health care currently available to elderly pa-
tients. Many health professionals in practice
today are poorly prepared to care for seri-
ously ill elderly people whose presentation
of disease and response to treatment may dif-
fer from that of younger adults.

* As agroup, elderly people utilize a large share
of all health care resources and consume the
largest share of public health care dollars.

* Elderly people, as the major beneficiaries of
Medicare, may bear the brunt of Federal ef-
forts to contain health care costs.

* In contrast to other segments of the popula-
tion, especially newborns and young children,
the law recognizes the autonomy of elderly
adults.

* Elderly persons are more likely than youn-
ger adults to have contemplated the mean-
ing and value of their life and its end.

The significance of the above factors will be
heightened as the elderly population increases in
absolute and relative size, and in average age.
Demographers predict continuing growth of the
elderly population, from approximately 25.5 mil-
lion people and 11 percent of the U.S. population
in 1980 to 35 million and 13 percent in 2000. More-
over, conservative projections indicate that the
population aged 75 to 84, which accounted for
30 percent of the total elderly population in 1980,
will reach 35 percent in 2000. During the same
period, the proportion of persons 85 and older
will increase from 9 to 15 percent of the popula-
tion over 65.

Who Are the Life-Threatened
Elderly?

In order to emphasize the diversity of the pop-
ulation at risk and to illuminate problems in mak-
ing decisions about their care, OTA has devised
a classification system consisting of four catego-
ries of ‘(physical status” and four categories of
"(decisionmaking capacity.” Most of these catego-
ries are not articulated in practice, but they in-
fluence a person’s ability to make treatment deci-
sions for himself or herself and may also influence

the decisions that are made by others on a per-
son’s behalf.

Variation in Physical Status

A life-threatening condition may be—and in
elderly persons frequently is—superimposed on
preexisting physical and/or mental disorders, or
it may occur in an otherwise healthy and active
individual. It is inappropriate for clinical deci-
sionmakers or public policymakers to lump
together all elderly persons who become
candidates for life-sustaining technologies.
Rather, the life-threatened elderly should be
seen as individuals with widely varying phys-
ical and mental status. Physical conditions may
be acute or chronic, have different prognoses
(both of survival and restoration of functional abil-
ity), and have a course that is either decisive or
unknown.

1. Critically ill persons are those in the midst
of an acute life-threatening episode (e.g.,
cardiac arrest, stroke) or persons believed to
be in imminent danger of such an episode.
They are medically unstable, and if they are
not treated, are expected to decline.

2. Chronically ill persons have one or more
chronic conditions that may or may not be
life-threatening but that reduce chances of
recovery and restoration of function in the
event of an acute disease. Included in this
group are persons who have a life-threatening
chronic condition that has been stabilized,
with or without a life-sustaining technology,
or that is in remission (e.g., chronic renal fail-
ure treated with dialysis; cancer in remission).
Many chronic conditions that are not imme-
diately life-threatening are mildly or severely
debilitating; some (e.g., hypertension) increase
the risk of acute life-threatening illnesses or
the risk of complications associated with acute
disease.

3. Severely debilitated persons have serious
or multiple impairments or comorbidities.
Their functional capacity and physiological
reserve are severely compromised. They are
medically stable but highly vulnerable to new
physiological stresses (e.g., at heightened risk
of infections, iatrogenic illness, complications
of treatment, and accidents).
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4. Terminally ill individuals are those for
whom a prognosis of death has been made.
Designation as terminally ill usually requires
diagnosis of an illness that has a predictably
fatal progression that cannot be stopped by
any known treatment.

A widely accepted definition of “terminal illness”
includes the expectation that death will occur
within 6 months. This definition has been adopted
by Medicare. In practice, however, accurate prog-
nosis is extremely difficult, and this difficulty adds
to the dilemmas regarding treatment decisions.
Contrary to popular belief, a terminal illness is
not always identifiable as such, and most patients
who are dying have not been declared “terminally
ill. ” Only retrospectively can these designations
be reliably made.

Variation in Decisionmaking Capacity

Cognitive ability has two elements of special im-
portance in the context of this assessment. First,
a person may be cognitively normal and fully ca-
pable of making decisions, severely cognitively im-
paired and completely incapable of making deci-
sions, or somewhere in between; thus, there are
differences in the boundaries or content of cog-
nition. A person who is confused or disoriented
to time and place, or even judged by a court to
be incompetent)’ may still be capable of making
and expressing preferences regarding his or her
medical treatment. It is this relatively narrow con-
ception of cognitive ability, i.e., decisionmaking
capacity with respect to medical treatment,
that is central to this report. A second important
element of cognitive ability is temporal. Like phys-
ical status, cognitive ability may be stable or fluc-
tuating, and a person’s decisionmaking capacity
may be expected to improve or worsen. These
distinctions result in four theoretical categories
of patients, as follows:

1. Individuals maybe capable of making deci-
sions about their medical care (and all other
aspects of their life), and their decisionmak-
ing capacity may be assumed to be stable.

2. Individuals may be currently capable of
making decisions about their medical care,

msessment, OTA uses the term “incompetent”specifically

to designate an assessment of cognitive ability that has been declared
by a legal procedure,

but this status is assumed to be unstable or
declining. Persons whose lucidity fluctuates
and those with progressive dementing dis-
orders are examples.

3. Individuals may be currently incapable of
making decisions, but it is expected that their
decisionmaking capacity will be restored. This
category includes patients who are uncon-
scious, severely depressed or confused due
to reversible causes (e.g., anesthesia, drug tox-
icity, pain).

4. Individuals may be permanently incapable
of making decisions about their medical care
(and everything else). In these persons, there
is no sign of ability to absorb and evaluate
information or to express a preference, and
there is no realistic prospect of change. Ex-
amples include patients in a persistent non-
cognitive state, irreversible coma, and per-
sons who are severely demented.

Combining the physical status categories with
the decisionmaking capacity categories produces
a paradigm of 16 patient groups. However, an in-
dividual’s placement in this scheme is subject to
change (see fig. I-I). This complexity accounts,
in part, for the problems inherent in generaliza-
tions about the use of life-sustaining technologies.

The combination of a patient physical and men-
tal status may affect both the decisionmaking proc-
ess and the decision that is reached. For example,
in some States, a patient’s request for nontreat-
ment is granted only if the patient is deemed both
decisionally capable and terminally ill. Or, a criti-
cally ill patient, regardless of decisionmaking ca-
pacity, might be excluded from the decisionmak-
ing process because of the need for immediate
action.

Accurate evaluation of decisionmaking capac-
ity is critical, but problematic. Assessment pro-
cedures are not reliable and not necessarily com-
parable as applied in different institutions,
Assessment of cognitive status may be particu-
larly difficult when the patient’s physical status
is reduced by illness, drugs, or other medical in-
terventions, or when the patient is depressed. Pa-
tients whose ability to communicate is impaired
or unstable present added problems for accurate
assessment.
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Figure 1-1.—Heterogeneity of the Life-Threatened Elderly
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BACKGROUND

The findings presented in this chapter should
be understood in relation to the various social
phenomena that made an assessment of life-
sustaining technologies timely in the first place.
The historical context of this study is a stressful
one, in which many things are changing rapidly
and dramatically. The speed of technological ad-
vance is unprecedented, the elderly population
is growing geometrically, health care is being
transformed. The words and concepts that are
part of this scenario—quality of life, autonomy,
euthanasia, suicide, rationing, doctor-patient rela-
tionship, malpractice, old age-evoke strong, often
conflicting, responses. Other important concepts
are distinguished by their unfamiliarity: advance
directive, living will, durable power of attorney,
surrogate decisionmaker, prospective payment
system, brain death. In this fluid environment,
lags are inevitable: between new knowledge and
its adoption, between technical capability and deci-
sionmaking guidelines, between medical practice
and legal protections.

In other parts of this report (especially chs, 2,
3, and 4), many of these concepts and trends are
discussed in depth. They arise in the context of

patients’ legal rights and ways to exercise them;
the cost of health care and efforts to contain them;
how medical technologies are developed and ac-
cepted into practice; ethical bases for allocating
health care resources; ethical and legal issues con-
cerning the withholding and withdrawal of treat-
ments that sustain life; increased presence of the
law and economics in medical practice; attitudes
about illness, death, and dying; growth of the
elderly population; and the emergence of geriat-
rics as a specialty within medicine, nursing, and
other health professions. The background infor-
mation presented in this chapter only suggests
the range and importance of the social issues that
drive concern about life-sustaining technologies.

The Specter of Rationing

The looming national debt and efforts to reduce
it draw public attention to and impose new con-

2Ip this assessment, “withholding)) is a decision to not initiate a
life-sustaining intervention for a particular patient. Withholding may
be the enactment of the patient’s express wishes or the judgment
of other persons that the application of medical technology is not
warranted. “Withdrawal” means the discontinuance or removal of
a life-sustaining intervention that has been initiated.
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straints on older questions about the allocation
of public resources in general and health care re-
sources in particular. At the global level, the total
resource pool must be divided among all compet-
ing national interests, i.e., health, defense, edu-
cation, foreign aid, the environment, crime, and
so on. At the next level, health care resources (in-
cluding financial, human, and technological re-
sources) must be allocated among a myriad of
potential beneficiaries and causes. Here the com-
petition is between prevention and cure, acute
care and long-term care, research and services,
etc. Finally, at the micro-allocation level, specific
health care resources must be distributed among
the individuals who claim them. If there are 3 beds
in an ICU and 4 patients, or 10 donor kidneys and
20 patients awaiting transplantation, difficult de-
cisions must be made. At every level, our current
fiscal consciousness intensifies the need to make
wise choices—and to be able to demonstrate the
benefits.

Many people see the present economic climate
as a harbinger of inevitable rationing of scarce
resources. In some circles, there is discussion of
explicit criteria for allocating resources based, for
example, on age, prognosis, or cost. Elsewhere,
rationing is rejected outright as unnecessary and/
or evil. Other solutions can be found, it is argued,
if priorities are adjusted at the global level and
demand for health care resources is modified (e.g.,
by improving disease prevention and eliminating
the use of unnecessary medical procedures).
Whether one favors or abhors health care ration-
ing-or believes it is already here—the strong re-
action this concept evokes is one of the major rea-
sons for concern about high-technology health
care.

The “High Cost of Dying”

Considerable attention has been drawn to the
high cost of health care for the elderly popula-
tion (in 1984, annual personal health care expend-
itures for Americans over 65 were projected at
$120 billion, almost half of which would be paid
by Medicare) and, in particular, to high Medicare
expenditures for patients in the last year of life.
The latter has been interpreted and widely re-
ferred to as the *“high cost of dying.” The implica-
tion has been that a great deal of money, in fact

“too much” money, is spent on patients who are
elderly, and too much of this on patients who die
anyway. These figures have captured consider-
able attention and led many people to ask whether
the benefits justify the cost. Further, because it
is widely assumed that life-sustaining technologies
are a major factor in the cost of care for persons
who die, the value of this kind of treatment is often
guestioned. Projected increases in the elderly pop-
ulation and the increased costs these portend in-
tensify the debate about what level of care is to
be provided at public expense.

Concern about the “high cost of dying” persists
despite recent analyses that put this cost in a differ-
ent perspective. First, understandably, the cost
of care is highest for people who get the most care,
that is, those who are the sickest. Thus, what some
decry as the high cost of dying others recognize
as simply the cost of health care for very sick peo-
ple, some of whom live, some of whom die, and
many of whom are elderly. Equally important,
analyses of Medicare expenditures show that the
majority of elderly people who die do not incur
high Medicare costs in their final year. And, of
those elderly patients whose health care costs are
very high, while approximately half die, the other
half survive. Analysis of Medicare expenditures
over the past 20 years also shows that the rate
of increase has been about the same for patients
who survive as for those who die, suggesting that
the increase in expenditures is not due to dis-
proportionate use of expensive life-sustaining tech-
nologies for those who die.

In 1983, to contain high Medicare expenditures,
Congress mandated a new basis for payment of
inpatient hospital claims. Under Medicare’s
Part A prospective payment system (PPS), payment
for inpatient hospital care is based on predeter-
mined amounts for patients in given diagnostic
categories. Hospitals thus may show profit or loss,
depending on their ability to keep their costs
within the established payment limits. Hospitals
and the physicians they employ now have strong
economic incentives to be more selective in the
type, amount, or duration of treatment provided
to Medicare patients, especially those whose cost
of care is likely to exceed available payment. Early
studies of the effects of PPS reveal that the aver-
age length of stay in hospitals has continued its
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pre-PPS decline. While the potential cost savings
to Medicare are significant, serious questions have
been raised about possible negative effects on ac-
cess to and the quality of care.

Quantity v. Quality of Life

Advances in medical technologies provide con-
siderable ability to alter the timing and circum-
stances of death. Indeed, modern diagnostic and
therapeutic technologies have changed the very
definition of death and have influenced both pro-
fessional and popular expectations. Recognition
of the manipulability of death enables us to pre-
sume a significant measure of control and to con-
template a death that is more or less “acceptable. ”

Questions about life-sustaining medical care fre-
qguently revolve around judgments about what
constitutes acceptable “quality of life” (and, im-
plicitly at least, “quality of death”) and deep-seated
beliefs about the relevance of this consideration.
Evacuations of “quality” are subjective and per-
sonal; what is an acceptable quality of life to one
person may be a fate “worse than death” to another.
Similarly, life-sustaining treatment that some
would gladly endure, others would reject as “too
burdensome” or “undignified.” Thus, it is clear
that references to the quality of life must distin-
guish whether the referrent is the patient’s unique
experience and evaluation of their own life or the
vicarious experience and assumptions of some
other person.

Many people believe that life, whatever its qual-
ity, is sacrosanct. Under this view, the possibility
of sustaining life justifies, or even dictates, the use
of all potentially effective means. In contrast, many
other people believe that the present and expected
future quality of life are valid, even essential, con-
siderations in decisions about whether or not to
apply life-sustaining treatments. These fundamen-
tal disagreements about quality v. quantity are fre-
guently expressed in the terms of treatments that
“prolong life” v. treatments that “prolong dying.”
In fact, the distinction between prolonged life and
prolonged dying is like the difference between
the proverbial glass that may be seen either as
half full or half empty. The actual referrents are
the same. (In this assessment, OTA uses the terms
“prolonged life” and “prolonged dying” only when
guoting other sources.)

Accompanying new attitudes toward death, and
contributing to them, is the dramatic shift in the
place of death. While the majority of deaths used
to occur at home, by 1984,61 percent of all deaths
in this country occurred in hospitals and other
medical centers. This shift has major implications
for the types of care available to patients, the iden-
tity and number of persons involved in their care,
and the kinds of decisions that must be made. Iron-
ically, while hospitals were once feared as “places
to die” because so little could be done to avert
death, some people now fear hospitals as places
to die because so much can be done.

SELECTED FINDINGS

Summarized below are the findings OTA deems
most significant either because they relate
uniquely to elderly persons, affect large numbers
of citizens, have legislative implications, or make
original contributions to the debate about life-
sustaining technologies. The findings are pre-
sented under four general categories: 1) current
and future resource use; 2) quality of care; 3) ac-
cess to care; and 4) decisionmaking problems and
processes. Further information on all these topics,
as well as many more specific findings, appear
in chapters 2 through 10 and in background papers
associated with this assessment.

For the most part, the findings presented here
apply to all of the technologies OTA studied—but
they would not have been evident, or not docu-
mentable—without focusing on individual tech-
nologies. Thus, an overriding conclusion of this
project is that assessments of individual tech-
nologies can provide information for both
public policy and clinical decisionmaking that
abstract considerations of life sustaining tech-
nology cannot. Future studies and debate about
health care decisionmaking might usefully adopt
this more focused approach.
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Current and Future Resource Use

Finding: Data on current utilization of life-
sustaining technologies are highly unreli-
able. Future utilization cannot be accu-
rately predicted.

OTA’S attempt to estimate the utilization of five
life-sustaining technologies reveals, above all,
shortcomings in the available data and existing
data collection systems. With the exception of the
data collected and maintained by the Health Care
Financing Administration (HCFA) on Medicare’s
End Stage Renal Disease program, reliable data
on the numbers of patients are not available.

Estimates of the total number of patients of all
ages and the number of elderly patients treated
with dialysis, resuscitation, long-term mechani-
cal ventilation, and nutritional support are shown
in table 1-1. Total utilization ranges from a few
thousand persons, in the case of mechanical ven-
tilation, to 1.4 million persons, in the case of
nutritional support. Utilization among elderly per-
sons ranges from approximately 2,200 for venti-
lation to 680,000 for nutritional support. With the
exception of the dialysis data, these figures should
be regarded as preliminary, probably minimal, in-
dicators of the size of the respective patient
groups. The dialysis data are taken from HCFA
records; the other data are based on a combina-
tion of industry estimates, published reports, and
OTA contractor reports, and were compiled by
OTA.

For life-sustaining antibiotic therapy, numeri-
cal estimates of utilization are too tentative to re-
port. Although some data exist on the use of anti-
biotics in general, the number of cases in which
treatment is life-sustaining, and the number of
patients who are elderly, cannot be estimated.

Differences in data collection methods, defini-
tions, time periods, etc., dictate special caution
in comparisons of data for the individual life-
sustaining technologies described in this report.
(The reader should not conclude from table 1-1,
for example, that 1 in 100 resuscitated patients
requires prolonged mechanical ventilation or that
20 times as many people are treated with dialysis
as mechanical ventilation.) The figures reported
for mechanical ventilation are cross-sectional data;
they do not reflect the fact that new morbidity
creates a constant stream of patients, i.e., the pa-
tients on mechanical ventilation at the time these
data were collected might be replaced several
times over during the course of a year. The data
for dialysis, on the other hand, represent all pa-
tients treated during a calendar year.

Also, patients with life-threatening medical con-
ditions may be treated, simultaneously or sequen-
tially, with several life-sustaining technologies.
Many ventilator patients require nutritional sup-
port, and it has been estimated that 45 percent
of all infections acquired in hospitals (nosocomial
infections) are related to medical devices. Thus,
totaling the number of patients receiving each of
these life-sustaining technologies would overstate

Table 1.1 .- Utilization of Life-Sustaining Technologies for Patients of All Ages,
and for Elderly Patients, in All Settings Combined

Total number

Patients over 65

of patients Percent
(all ages) Number of total
DialySiS . 90,621 27,641 31%0
ReSUSCItation ", . .. ... 370,000 204,000 550/0 est.
to 750,000 to 413,000
Mechanical ventilation . . . ... ... ... ... ... .. 3,775° 1,250C 34”10
to 6,575 to 2,200"°
Nutritional SUPPOI. v et e 1,404,500 680,000 48°/0 est.
Enteral (tube) . .. ... ... .. 848,100 450,000 530/0 est.
Parenteral (infravenous) . . . . . ..o 556,400 230,000 40°/0 est.

81985 HCFA data for Medicare's ESRD Program.
Contractor estimates, hospitalized patients only.
C19g5 data for 37 States, patients dependent on ventilator 14 days orlonger.
National estimates extrapolated from survey in Massachusetts
©Eiderly defined as over 70
1984 industry data and contractor estimates.

SOURCE Office of Technology Assessment, 1987
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the number of patients receiving any life-sustain-
ing technology. In addition, the data in table 1-1
leave out patients who were treated, but too
briefly to appear in the figures (e.g., patients ven-
tilated for less than 14 days).

Future demand for life-sustaining technologies
cannot be predicted without accurate informa-
tion on current utilization and monitoring of
changes in use. This problem is vividly illustrated
by the brief history of Medicare’s ESRD program.
Prior to Medicare coverage for dialysis, the num-
ber and distribution of dialysis machines and per-
sonnel were so limited that treatment was avail-
able only to the wealthy and the hand-picked;
patients over age 45 were seldom considered. Fol-
lowing enactment of Medicare’s ESRD program,
the number of dialysis patients of all ages climbed
from 5,000 to over 90)000 between 1972 and 1985
(and the number of patients over 65 multiplied
by at least a factor of 25)—figures far in excess
of the original projections.

Future utilization of life-sustaining medical tech-
nologies will be influenced by a number of fac-
tors, some of which work in opposite directions.
The aging of the population, improvements in the
technologies, and availability in new settings will
drive increased demand. Although these increases
may be great, they are likely to be tempered by
cost-containment measures, preventive strategies
for specific diseases, changes in procedures and
guidelines for treatment decisions, and changes
in public attitudes. Increasingly, cries for “death
with dignity” and the “right to die” are associated
with the rejection of high-technology interventions
near the time of death.

Finding: For resuscitation, mechanical ven-
tilation, dialysis, nutritional support, and
life-sustaining antibiotic therapy persons
age 65 and older constitute large propor-
tions of all patients, but small proportions
of the total elderly population.

This finding can be stated with confidence de-
spite the numerous caveats about specific num-
bers. While persons 65 and older constitute about
11 percent of the total U.S. population, they com-
prise over 30 percent of all patients receiving di-
alysis, nutritional support, and mechanical venti-
lation (see table I-1). In hospitals, an average of

55 percent of all patients who are resuscitated
are elderly. In addition, because elderly persons
are known to be at the highest risk for life-threat-
ening infections, it is reasonable to assume that
they also comprise a large proportion of individ-
uals receiving life-sustaining antibiotic therapy.

It is important, however, to keep these findings
in perspective. While the vast majority of nurs-
ing home patients receiving nutritional support
are elderly, only 5 percent of all elderly persons
are in a nursing home (at any one time), and only
a small proportion of nursing home residents (2
to 5 percent) receive nutritional support. The
proportion of elderly persons who receive other
life-sustaining technologies is much smaller.

Finding: The costs associated with life-sus-
taining interventions are uncertain, but
certainly high.

In general, available data on the costs of life-
sustaining technologies are piecemeal and not
comparable. The best data are those compiled by
HCFA on the ESRD program. For the other tech-
nologies OTA studied, even the concept “cost” has
been interpreted inconsistently, depending on
whose costs are of concern. Thus, some publica-
tions that claim to report “costs” actually describe
what economists call “charges” (i.e., billed amount)
or “expenditures” (i.e., payments). Some reports
include in their accounting only the specific serv-
ices and supplies essential to the life-sustaining
technology; others count the total cost of the hos-
pital stay during which a life-sustaining technol-
ogy is used. There has been no attempt to quan-
tify the full economic impact using a definition
of costs that includes factors like lost income of
the patient or of family caregivers. What is clear
is that the costs to providers, charges to patients,
and expenditures by patients and third-parties for
life-sustaining technologies all are high.

The total cost of care is closely associated with
how long the life-sustaining technology is needed.
Less obviously, the costs associated with the
initial life-sustaining intervention may be
dwarfed by the ongoing costs associated with
survival of patients whose health care needs
remain great despite or because of the inter-
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vention. This is the case, for example, for se-
verely debilitated people who acquire a life-
threatening infection that is effectively treated
with antibiotics and who subsequently require an
extended stay in a nursing home. Their health and
quality of life may remain poor, despite continu-
ing institutionalization and health care.

Another major correlate of cost is the setting
in which care is provided. (It must be recognized,
of course, that the services, equipment, and ex-
pertise available in hospitals v. nursing homes v.
the patient’s home are not the same.) It is gener-
ally assumed that cost (along with charges and
expenditures) is highest in the acute care hospi-
tal and lowest at home. The movement of high-
technology care outside of ICUs and outside of
hospitals altogether has been encouraged by,
among other things, efforts to reduce health care
expenditures. For patients whose needs can be
met by a combination of self-care and unpaid fam-
ily members, with only occasional professional at-
tention, the charges and expenditures for home
care are certainly below those associated with hos-
pital care. However, if round-the-clock profes-
sional nursing and other attributes of intensive
care are needed, it can actually cost patients and
payers less to keep the patient in the hospital ICU
than to try to ‘(bring the intensive care unit into
the home.” Similarly, care in a nursing home some-
times costs less than care at home.

Available data on charges associated with the
use of three life-sustaining technologies in the hos-
pital and in community settings (including home
care and other community settings), as reported
in published studies and OTA contractor reports,
are summarized in table 1-2. These data show the
wide range in charges for one technology versus
another, for hospital versus community care, and
for different patients within each setting. Daily
charges for life-sustaining treatments range from
$4 to $500 for different forms of nutritional sup-
port. The most expensive of these technologies
is mechanical ventilation, with average daily hos-
pital charges of more than $800.

For life-sustaining antibiotic therapy and resus-
citation, available data are particularly sketchy.
Intravenous antibiotics are estimated to cost $30
to $200 per day, exclusive of the cost of any profes-

Table 1.2.—Charges for Life-Sustaining Technologies

Hospital inpatient Community setting

Dialysis

Per treatment - $68-$200

Per year. . . . . . . . - $20,000-$30,000
Nutritional support

Enteral

Perday ........... $4-$132°" .

Per year, ,$1,450-$28,200 $3,000-$12,000

Parenteral

Per day . . ... ... $25-$500" -

Pervyear. . ........ , $9,125-$182,500  $50,000-$100,000
Mechanical ventilation

Perday ......... $824° -

Pervyear, ., .......... $300,760° $21,235-$216,000
naily hospital charges for enteral nutrition average $43, for parenteralnutrition the average charge
IS $196 per day

Dincludes formula, equipment and staff time, not hospital stay.1985 data
CAverage charges, including hospital stay, for patients in 37 States. 1985 data

SOURCE Office of Technology Assessment, 1987

sional services or institutionalization. For resus-
citation, OTA found no reliable cost estimates at all.

Until accurate data are available on the costs
and utilization of life-sustaining technologies and
until the factors that alter cost and utilization are
better understood, health care planning and public
policy will be uninformed. Accurate baseline data
and projections of demand for life-sustaining treat-
ments are basic to planning of health care facil-
ities, professional training, community resources,
technological research and development, and de-
cisions about coverage and reimbursement, in-
cluding catastrophic health insurance plans. Bet-
ter information is also a prerequisite to serious
discussion about the need for, or criteria to be
used in, rationing of access to health care.

Finding: Reimbursement is a major deter-
minant of specific treatment options.

Most of the five technologies OTA studied en-
compass several treatment options, more than one
of which might be suitable for a given patient.
For some patients with chronic renal failure, ei-
ther transplantation or dialysis might be appro-
priate, and then, more than one method of dialy-
sis might be effective. For some patients who
require ventilator support, either positive pres-
sure or relatively simple, negative pressure de-
vices might be appropriate; similarly, for some pa-
tients, nutritional support and antibiotic therapy
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may be provided effectively by any one of sev-
eral routes. The availability and level of reimburse-
ment for certain technologies not only influence
incentives for treatment v. nontreatment; they also
influence the relative utilization of different treat-
ment options. For example, some nutritional sup-
port experts believe that higher reimbursement
for TPN results in its use for some hospitalized
patients for whom tube feeding would be an ef-
fective, less expensive option.

The availability and level of reimbursement also
determine which settings are available, sometimes
encouraging inefficient use of resources or pre-
cluding use of the least restrictive environment.
Between 1972 and 1982, the reimbursement struc-
ture of Medicare’s ESRD program encouraged
center- and hospital-based dialysis over home care.
Medicare coverage for nutritional support of less
than 90 days and Medicare coverage for drugs,
including intravenous antibiotics, is not available
to patients at home. The lack of reimbursement
for short-term nutritional support and intravenous
antibiotics creates purely financial reasons for con-
tinued hospitalization. Similarly, reimbursement
for TPN and for mechanical ventilation is some-
times so much more complete for patients who
remain in the hospital that some patients who
are well enough to go home cannot afford to
do so. The number of hospitalized elderly (and
younger) patients needing life-sustaining technol-
ogies who could be safely treated in community
settings is unknown.

Finding: The expansion of life-sustaining
technologies to settings other than the
acute care hospital has major implications
for who and how many will receive treat-
ment.

Currently, the numbers of elderly patients re-
ceiving life-sustaining treatments in their own
homes, in nursing homes (tube feeding and an-
tibiotics are exceptions), and in other nonhospi-
tal settings are relatively small; the overall num-
bers have been increasing, however, and many
observers predict that this trend will continue.
If life-sustaining technologies become widely avail-
able in nursing homes and patients’ homes, they
may be offered more readily, to more patients and
different kinds of patients, and they may also be

more readily accepted by patients who now would
refuse them. Some observers warn that increased
availability of life-sustaining technologies in non-
hospital settings, especially if it is accompanied
by increased reimbursement, could lead to seri-
ous overuse.

In general, patients who can be cared for in their
own home enjoy benefits that contribute to their
quality of life. In contrast to patients in the more
restrictive and strange environments of hospitals
and their ICUs, some chronic ventilator patients,
home dialysis patients, and home nutritional sup-
port patients retain a certain amount of independ-
ence, despite physical dependence on technology.
Even for patients whose functional ability is se-
verely limited, care in their own home allows them
to maintain considerable control over their health
care and other aspects of their life, including so-
cial relationships,

The number of elderly persons who can be
maintained on life-sustaining technologies in
their own homes is limited. Complex home care
requires, at a minimum, a patient who is medi-
cally stable and cooperative, capable and dedicated
family members or companions, a suitable physi-
cal environment, support services in the commu-
nity, and adequate reimbursement or personal fi-
nancial resources. These conditions, difficult for
patients of any age to meet, probably preclude
most elderly patients, For mechanical ventilation,
about 34 percent of patients of all ages, but only
14 percent of elderly patients are cared for in their
own homes. It must be recognized, however, that
the feasibility of home care for elderly patients
varies with the technology that is needed. For TPN,
20 percent of home care patients are elderly. And,
for tube feeding, it is estimated that as many as
55 percent of all home care patients are elderly.

There are numerous impediments to the optimal
distribution of patients across settings. Some pa-
tients who could be safely transferred to nonhospi-
tal settings remain in hospitals, often indefinitely,
because caregivers are not available for home care
or because of a lack of services and facilities within
their community. There is a scarcity of nursing
home beds for technology dependent patients be-
cause few nursing homes have adequate staff (or
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adequate incentives to develop staff) to provide
the level of care these patients require. Some phy-
sicians and institutions remain unaware or uncon-
vinced about the home care option and do not
present it to patients. Some patients who have
been discharged home have been forced to re-
turn to the hospital because of superior reimburse-
ment in that setting. Information and service net-
works need to be developed to help ensure that
all settings that are medically safe receive consid-
eration.

Finding: For many patients, life-sustaining
treatment in the acute care setting creates
the need for chronic care and continuing
technological support.

Because life-sustaining technologies seldom cure
the underlying condition or restore normal phys-
iological functioning, some patients who survive
an acute intervention require continuing treat-
ment for the rest of their lives. Acute dialysis or
acute ventilation may evolve into prolonged,
chronic, or permanent need for these technol-
ogies, with or without potential for rehabilitation.
Chronic dependence on a life-sustaining technol-
ogy is accompanied by continuous need for serv-
ices or facilities that are typically both expensive
and scarce.

Individuals who must remain institutionalized
occupy abed in the ICU, hospital, or nursing home,
utilizing facilities, personnel, equipment, and other
resources for which other patients may be com-
peting. Individuals who are able to return to the
community have needs that include reliable sources
for medical equipment and supplies, professional
and nonprofessional caregivers (including family
members and other assistants), and maintenance
and repair of equipment. One aspect of this con-
tinuing need is the high, and ongoing, cost of care.
Another crucial aspect is that the necessary serv-
ices and the linkages to coordinate them are un-
available in many communities.

A patient’s need for long-term technological sup-
port is often difficult to predict, but this possibil-
ity must be recognized when the initial decision
to provide acute care is made. Some argue that
it is unethical to provide health care to acutely

ill patients if society lacks the commitment also
to provide chronic health care and related serv-
ices—especially if those needs were created by
the acute intervention. The discontinuity in ex-
isting health care services leaves some technology-
dependent patients and their families in a predica-
ment that they did not foresee when faced with
the initial treatment decision.

Coordinated systems of care for technology-
dependent persons exist in some European coun-
tries, and these models may be instructive. In
France and in England, for example, systems are
in place to provide comprehensive services that
enable chronic ventilator patients to remain in
their communities. These are regional programs
that provide services ranging from group purchas-
ing of medical supplies to equipment repair, pa-
tient education, and emergency care. In existence
for more than 20 years, these systems are said
to be economical and to improve the quality of
life for these patients.

Quality of Care

Finding: There are some questions about
the quality of care related to the use of life-
sustaining technologies, particularly for
elderly patients.

Although OTA did not specifically seek infor-
mation related to the quality of care, some issues
emerged. Perhaps most important, there is am-
ple evidence that some treatment options or
procedures should be tailored to age, but there
is little evidence that they are. Despite the fact
that age-related changes in the metabolism of
drugs are now well recognized, for most antibi-
otics, dose and dose interval remain standard
regardless of the patient age. Similarly, although
it is well established that nutritional requirements
change with age, the details are not well under-
stood, and nutritional formulas are frequently not
adjusted to these changes, especially for patients
on tube feeding. For the other life-sustaining tech-
nologies OTA studied, the possibility that the clin-
ical outcomes for elderly patients might be im-
proved if modifications were made either in the
equipment or procedures has barely been ad-
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dressed. Modifications in these treatments to ac-
count for age-related differences depend on con-
tinuing basic research in gerontology and other
fields and on dissemination of this knowledge
through professional training.

The traditional bias of medical education and
practice places the cure of acute illness above all
other goals. When cure is not a realistic goal, this
approach often leads to inappropriate treatment
decisions. Recent changes in the curricula of many
health professions recognize this problem and
seek to improve care by acknowledging and focus-
ing on achievable goals, such as maximization of
the patient’s functional capacity and the quality
of life. Pertinent curricular innovations include
new courses in geriatrics, medical ethics, human-
ities, and death and dying.

Other quality of care issues result from shifts
in the settings in which life-sustaining technologies
are applied and changes in the personnel who are
responsible for care. In nonhospital settings, re-
sponsibility for patient care is often entrusted to
less trained professionals and to laypersons. The
education and supervision of patients providing
self-care, family members, and other lay care-
givers, as well as home health care professionals
are important issues. Health care personnel
trained in the use of complex technologies have
typically not been trained to work in community
settings or to work with elderly persons. Mainte-
nance and repair of equipment and availability
of backup equipment can also be problems when
life-sustaining technologies are used outside the
hospital.

A different kind of quality of care issue con-
cerns the technological hardware for certain life-
sustaining technologies; this includes the primary
medical device as well as the various peripheral
supplies and components (e.g., tubing, solutions,
power sources). Questions have been raised about
the quality, safety, and suitability of some enteral
formulas for nutritional support. Also, the Food
and Drug Administration (FDA) has received a
large number of reports of mechanical ventila-
tors that have malfunctioned or failed. In some
cases, only voluntary standards apply to the man-
ufacture of devices and products used to sustain
life.

Finding: Technological developments have
improved the safety and efficacy of life-
sustaining technologies, as well as the
quality of life for some patients who are
dependent on them.

Research and development (R&D) in many
arenas, including physiology, medicine, engineer-
ing, electronics, biofeedback, and computer sci-
ence, have brought continuous change in exist-
ing life-sustaining technologies as well as
completely new technologies to sustain life (see
app. ¢). Stimulated by competition for health care
markets, perceived need to improve available
products, regulatory standards, etc., R&D within
the public and private sectors has resulted in more
and better devices and methods for diagnosing,
monitoring, and treating severely ill patients in
both traditional and nontraditional settings.

General technological advances (e.g., miniatur-
ization, computerization, new materials, and auto-
mation) have made possible improved efficacy,
safety, and reliability of many medical devices. One
example is the development of automatic blood
gas analyzers, considered a watershed in mechan-
ical ventilation technology. Other kinds of tech-
nological developments have meant improved
comfort and independence for some patients. In-
novations that reduce the size and weight of equip-
ment, extend time between treatments, reduce
the need for professional services, or make home
care possible enhance the quality of life for many
patients. Improved blood access systems for hemo-
dialysis are a good example. Prior to development
of the Teflon shunt in 1960, patients had to un-
dergo the inconvenience, discomfort, and risk of
infection associated with having a new surgical
procedure for every dialysis treatment.

A potential benefit of continuing R&D is cost
reduction, New methods of manufacture, new ma-
terials, and new markets may lower the produc-
tion cost of certain equipment and supplies. If low-
ered production costs are reflected in prices or
in reimbursement, this would result in lower treat-
ment costs for some patients. Existing incentives
to develop medical technologies that are less ex-
pensive and incentives to substitute lower for
higher cost technologies appear largely tied to in-
terest in the home health care market.
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Access to Care

Finding: When resources are available, pa-
tients with life-threatening conditions are
more likely than not to receive aggressive
treatment.

The acute care orientation in medical training
and practice emphasizes cure and prolongation
of life and justifies “doing everything humanly pos-
sible” to achieve these goals, This bias to treat ap-
pears to prevail for patients of all ages. It has been
reinforced by the wide availability of life-sustain-
ing technologies in hospitals, reluctance to con-
sider cost as an appropriate factor in individual
decisionmaking, health professionals’ and institu-
tions’ fear of legal action, and the weighty uncer-
tainties surrounding treatment decisions. Since
a wrong decision is irreversible, most health pro-
fessionals would choose to “err on the side of life.”

While withholding of treatment is resisted, with-
drawal may be even more so. Despite wide agree-
ment among ethicists and legal scholars that there
is no theoretical basis for distinguishing between
withholding and withdrawal of life-sustaining
technologies, in actual practice it is frequently
easier to withhold a life-sustaining treatment
whose benefit is uncertain than later to “pull
the plug, ” even when the patient or patient’s
surrogate requests this. Grief, guilt, and health
professionals’ feelings of failure at times prevent
rational decisionmaking.

Some health professionals and family members
view withdrawal of aggressive medical treatment
as “giving up” or even “abandonment” of the pa-
tient. On the other hand, some believe there is
a greater moral imperative to withdraw treatment
that proves to be futile or unwanted than to initi-
ate an intervention that is of uncertain value. This
position emphasizes the need for continual reeval-
uation of the medical indications for treatment.
Some persons who hold this view advocate the
use of time-limited trials. For example, mechani-
cal ventilation could be instituted with the provi-
sion that its use be reconsidered after 1 week;
dialysis could be tried for 4 months, etc. After
a designated trial period, the patient’s situation
could be thoroughly evaluated; there would be
an opportunity to assess the value of treatment
and to ascertain the patient’s wishes.

In addition to philosophical and psychological
difficulties, practical difficulties at times discour-
age the withdrawal of life-sustaining technologies.
To withdraw most life-sustaining treatments re-
quires a specific physician order, frank and time-
consuming conversations with the patient and/or
family, conferences among members of the health
care team, and formal documentation in the pa-
tient’s record. At times, institutional review com-
mittees, ethics committees, legal advisers, or the
courts become involved in decisions to withdraw
treatment. While decisionmaking procedures vary
with the technology being considered, the deci-
sion to withhold treatment is generally less ex-
plicit than the decision to withdraw it.

Finding: Relative access to life-sustaining
technologies by different segments of the
population cannot be assessed with avail-
able data.

Health professionals’ preference to provide
rather than to withhold treatment and to with-
hold rather than withdraw it are competing bi-
ases whose impact on access to life-sustaining
treatments is not clear. Many other factors, nota-
bly reimbursement, also influence accessibility of
health care and determine whether or not vari-
ous segments of the population have equal access.
Between 1965 and 1983, Medicare’s cost-based
reimbursement system facilitated the develop-
ment and diffusion of medical technologies in gen-
eral, and made life-sustaining technologies avail-
able to hospitalized elderly patients with little
regard to cost. It is not yet clear what impact Medi-
care’s prospective payment system for hospital
care has had on accessibility of life-sustaining treat-
ments. Available utilization data prove that elderly
persons have considerable access to life-sustaining
treatments, but utilization data alone do not per-
mit conclusions about whether access is restricted
(leading to undertreatment) or excessive (leading
to overtreatment).

Public opinion and concerns expressed by health
professionals suggest that overtreatment—i.e.,
provision of treatment that is or becomes un-
wanted or unbeneficial—is more frequent than
undertreatment. In 1985 the National Institutes
of Health cosponsored a conference on Withhold-
ing and Withdrawing Mechanical Ventilation in
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response to wide agreement among clinicians that
the technology is too often started and too often
continued inappropriately. It should be noted,
however, that because treatment is easier to count
than nontreatment, overuse is probably more vis-
ible than underuse.

Cost-containment pressures in general and
Medicare’s prospective hospital payment sys-
tem in particular force health care decision-
makers to acknowledge that resources are
limited and that all patients cannot have
“everything possible.” The pressure to reduce
costs has spawned legitimate concerns among
health professionals and the public that every pa-
tient will not have everything that is desirable.
In the absence of guidelines for how costs are to
be reduced, it is unclear which patients will be
affected the most. Since Medicare is a program
for elderly citizens, however, the patients most
directly affected by hospitals’ and physicians’ ef-
forts to reduce health care costs under Medicare
are those over 65.

It appears that questions about equality of ac-
cess should not just make the usual comparisons
of rich and poor, old and young, or black and
white. pertinent concerns also include setting, cog-
nitive ability, and age subgroup. Anecdotal evi-
dence and small studies suggest that a nursing
home resident with a life-threatening infection is
less likely to be treated than if that same person
were in an acute care hospital; persons with se-
verely impaired cognitive ability—whose quality
of life is perceived to be poor and who cannot
speak for themselves—are also less likely to re-
ceive aggressive treatment; relatively young
elderly persons and those who have a spouse are
more likely to be treated than those who are older
or alone.

Since 1983, evidence of changes in hospital ad-
mission policies and the continued reduction in
length of stay suggest that limited Medicare pay-
ment may have begun to influence treatment op-
tions that are made available. Some Medicare pa-
tients whose treatment costs are expected to
exceed payment for their diagnosis-related group
(DRG) have been dubbed “DRG losers,” and there
is mounting anecdotal evidence that some persons
have been denied admission to certain hospitals

or denied admission to the ICU.’Despite finan-
cial incentives to limit expensive care, how-
ever, there is no evidence to date that PPS has
reduced access to life-sustaining treatment.

As cost-containment measures are implemented
in Medicaid and in private health insurance pro-
grams, patients of all ages are more likely to re-
ceive reduced care. It remains to be seen whether
savings are or will be found by cutting services
to all patients or by cutting services to particular
groups of patients. There is wide agreement that,
under PPS, Medicare patients are being discharged
from hospitals “quicker and sicker.” At the same
time, however, Medicare patients who are retained
in hospitals are also sicker and older than before
PPS. The meaning of these findings and the ex-
tent to which they are caused by PPS is a subject
of considerable debate that is outside the scope
of this assessment.

Finding: For patients who do not want life-
sustaining technologies and patients for
whom these technologies are not medi-
cally indicated, treatment options have
been relatively unexplored and are not
widely available.

Treatments whose goal is to control pain and
suffering, even at the risk of hastening death, are
regarded by many people as reasonable alterna-
tives to aggressive life-sustaining medical treat-
ment. There is anecdotal evidence, however, that
patients who refuse life-sustaining treatment that
is offered and patients from whom aggressive
treatment has been withheld or withdrawn are
sometimes neglected by health professionals. Per-
sons capable of providing alternate forms of
treatment-especially hospice care and palliative
or supportive care—may not be available. Also
there are legal and ethical uncertainties regard-
ing when and how it may be appropriate to limit
treatment. Medicare reimbursement for hospice
care is currently available only in special circum-
stances, only to patients who have been diagnosed
as “terminally ill” and then, of course, only where
hospice facilities and/or personnel are available.

34 study I.one hospital found that Medicare patients in speci-
fied circulatory system DRGs, who were treated in the ICU, resulted
in losses to the hospital ranging from $674 to over $24,000 per dis-
charge. Such dramatic effects have attracted considerable attention
among health professionals and institutions.
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Decisionmaking Problems and
Processes

Finding: Decisions about the use of life-sus-
taining technologies are made amid great
uncertainty regarding the likely clinical
outcomes.

Decisions about whether or not to institute life-
sustaining treatments would be relatively easy if
it were known in advance whether or not the pa-
tient would survive, for how long, and in what
condition. But, variations in patients’ physiologi-
cal and psychological adjustment, and in the qual-
ity of care they receive, make highly uncertain
the outcomes of any treatment for any given pa-
tient, Pervasive prognostic uncertainty means it
is impossible to predict whether or not any treat-
ment will be effective, whether a particular treat-
ment is optimal, or whether a patient would sur-
vive without treatment.

The inability to prospectively identify patients
who will benefit from treatment arises because,
contrary to popular belief, life-sustaining tech-
nologies are frequently ineffective. For acutely
ill patients of all ages, aggressive treatment is
associated with high mortality and serious
complications. At best, one-third to one-half of
all in-hospital resuscitation attempts succeed; and
only one-half of the patients who are successfully
resuscitated survive long enough to be discharged
from the hospital. In acute episodes of respira-
tory failure, adults treated with mechanical ven-
tilation have about a 50-percent chance of sur-
viving; for acute renal failure, only 20 percent of
persons over age 70 survive. Patients receiving
antibiotic therapy or nutritional support have a
relatively high, but not necessarily predictable,
chance of survival.

Prognosis is often especially difficult when
the patient is elderly. The interaction of disease
(especially multiple coexisting diseases) with re-
duced physiological reserve makes diagnosis in
elderly patients difficult and responses to treat-
ment particularly difficult to predict. The clinical
uncertainties may be exacerbated by the short-
age of basic scientific knowledge about aging and
the shortage of personnel trained in geriatric
assessment and care.

Inability to accurately predict the outcomes of
particular treatments can result in two kinds of
errors—i.e., treatment of patients for whom treat-
ment is futile and failure to treat patients who
would survive. Reducing both kinds of errors
would not only avoid useless suffering for patients
and families, but is tantamount to more rational
and efficient use of health care resources. Studies
of the outcomes of critical care have shown that
the cases in which costs are highest are those in
which the outcome was inaccurately predicted.

Basic and clinical research are among the nec-
essary approaches to reducing clinical uncertainty
and, thereby, to improving the content of treat-
ment decisions. Information is needed about the
physiological and psychological responses of
elderly patients to particular treatments as well
as information about the outcomes without treat-
ment. Dissemination of this information through
education and training of health care professionals
would strengthen their ability to evaluate, and to
help patients understand, the relative risks and
benefits of treatment options.

Research is underway on a variety of methods
to combine diagnostic and treatment data into sta-
tistical categories that are associated with known
probabilities of survival. Theoretically, reliable
classification systems could provide physicians an
improved basis for predicting the outcome of treat-
ment. An OTA workshop on such systems of pa-
tient classification, held in conjunction with this
assessment, concluded that, although the current
state-of-the-art is limited and systems remain ex-
perimental, there is reason to believe that refined
patient classification systems will effectively re-
duce clinical uncertainty and provide valuable help
in making some kinds of treatment decisions.

Finding: For an individual patient, chrono-
logical age is a poor predictor of the out-
come of treatment with life-sustaining
technologies.

The statistical odds of survival are worse for
elderly than for younger adults who receive a life-
sustaining intervention, but neither age 65—nor
any single age criterion—is an adequate predic-
tor of physiological or psychological response to
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treatment. Moreover, because physiological and
psychological diversity increase as people age, re-
sponse to particular technological interventions
may be hardest to predict in the oldest patients.

Available data for most of the life-sustaining
technologies OTA studied substantiate that elderly
patients, as a group, have lower survival rates and
more complications. With dialysis, for example,
the mortality rate among elderly patients is three
times as high as that for all patients (45 v. 15 per-
cent). On the other hand, elderly patients, on the
whole, seem to make a better psychological ad-
justment to chronic dialysis than do younger pa-
tients. Generalizations based on the patient’s age,
while they may be statistically accurate, obscure
the fact that many individual elderly patients sur-
vive and thrive after treatment with a life-sustain-
ing technology.

For patients of all ages, life-sustaining technol-
ogies are associated with numerous potentially
serious complications. It has sometimes been as-
sumed that elderly persons, as a group, are at
higher risk of such complications and that the com-
plications elderly patients experience are apt to
be more serious. In fact, data to support this as-
sumption are inconclusive and vary with the tech-
nology. For example, while increased risk of rib
fractures is frequently mentioned in connection
with resuscitation of elderly persons, OTA is un-
aware of data to support this. Moreover, any sta-
tistical association between age and rib fractures
is due not to age per se, but to age-related dis-
eases that make the bones brittle (e.g., osteo-
porosis).

To some degree, the worse outcomes of elderly
patients may stem from inadequate expertise
regarding aging and geriatric care. Health profes-
sionals’ inattention to or misinterpretation of per-
tinent clinical information can lead to unwar-
ranted generalizations about elderly patients and
to a self-fulfilling prophecy. If it is reasoned, for
instance, that an elderly person should not receive
aggressive life-sustaining treatment “because he
won’t do well,” he is almost certain to not do well!

Most of the patient classification systems OTA
reviewed include chronological age as one varia-
ble in the statistical prediction model. Even in these
abstract mathematical models, age contributes

less to the prediction than other patient char-
acteristics, including severity of illness, diag-
nosis, or previous health status. Sogreatis in-
dividual variability that some researchers and cli-
nicians argue that the patient’s age should be dis-
regarded in making treatment decisions. Others
advocate development of a proxy forage that more
accurately reflects the health status and reserve
capacity of individual patients.

Finding: The legal and ethical uncertainties
that surround decisions about the use of
lift+ sustaining technologies have led to in-
tense interest in the development of deci-
sionmaking supports and guidelines.

Profound ethical uncertainties in decisions about
life-sustaining technologies emanate from the
plurality of cultural and religious orientations that
characterize this society and that affect people’s
values and beliefs about such fundamental things
as the meaning of life and the meaning of death,
individual v. public good, and the quantity v. qual-
ity of life, Ethical quandaries may make it diffi-
cult to discern the goal of the decision (e.g., pa-
tient autonomy v. survival, etc.), the means to
achieve it, or both.

Grave legal uncertainties arise because there are
situations in which no pertinent legislation exists,
because legislation differs in different jurisdic-
tions, and because the law is changing. Legal
precedent and case law offer valuable, but not
always consistent, guidance. Uncertainty about
what actions are legal fuel health professionals’
widespread fear of the law, and fear of malprac-
tice litigation is an important factor in clinical deci-
sionmaking. Some of this fear is well founded;
some, however, results from health professionals’
ignorance or misinterpretation of the law.’

Decisionmaking problems are made still more
complex by the fact that, in most cases, there is
not one decision to be made (e.g., whether or not
to start dialysis), but rather a series of decisions
(e.g., whether to hospitalize, to do a particular diag-
nostic test, to put the patient in the ICU, to con-
tinue treatment, etc.). And, separate from the ques-

see M.B. Kapp and B.Lo. «| egal Perceptions and Medical Deci-
sionmaking, ” prepared for the office of Technology Assessment,
U.s. Congress, Washington, DC, March 1986.
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tions about what the decision should be are serious
guestions about how the decision should be
reached. If, for example, the patient disagrees with
medical advice, what should be done? If the pa-
tient is not decisionally capable, who shall be the
surrogate? The variety in patients’ physical sta-
tus, decisionmaking capacity, severity of illness
(emergency or not), social circumstances (espe-
cially whether one is in the community or in an
institution), and family situation (especially
whether or not there is a designated surrogate)
mean that no single approach to decisionmaking
can be applied in all instances. These difficulties
have stimulated legislative, institutional, and pro-
fessional responses.

Possible roles of government in reducing the
uncertainties surrounding decisions about life-
sustaining technologies include Federal or State
legislation and regulations and support for re-
search. To date, the legal response has been pri-
marily the enactment of new laws at the State
level. Living will laws have been enacted in 38
States and the District of Columbia. All States and
the District of Columbia have durable power of
attorney statutes, and 15 States have statutes that
specifically authorize the use of a durable power
of attorney for health care decisionmaking. These
advance directives protect the rights of patients
to participate in health care decisions even after
they become decisionally incapable and, by clarify-
ing the patient’s treatment preferences, offer
health care providers a measure of protection as
well. Family consent laws, that specify the right
of family members to make treatment decisions
for an incompetent person, are another option.
In some States, courts have mandated specific pro-
cedures that must be followed in decisionmaking
about life-sustaining technologies. Each form of
legal response does a partial job of solving the
problems that arise in decisions about life-sustain-
ing treatment. The clinical and ethical dilemmas,
of course, remain.

As recommended by the President’s Commis-
sion for the Study of Ethical Problems in Medi-
cine and Biomedical and Behavioral Research,
some health care institutions, especially hospitals,
have developed policies or guidelines that specify
how decisions about life-sustaining technologies
will be made. These attempt to ensure quality of

care and to reduce risk to the institution and its
staff. Always, institutional policies are subservient
to existing State laws and mandates (or, in the case
of some Federal institutions, Federal law) regard-
ing advance directives, family consent, malprac-
tice, etc. In almost all cases, institutional pol-
icies are procedural, not substantive. That is,
they emphasize how a decision should be
reached, not what it should be.

Acute care hospitals are the institutions most
likely to have policies regarding decisions about
life-sustaining technologies.The hospital poli-
cies OTA has reviewed tend to be very cautious
and to presume that treatment will be provided.
Most focus on clinical criteria for particular treat-
ments, especially resuscitation, and specify pro-
cedures for designating and implementing Do-Not-
Resuscitate (DNR) orders. Some institutional pol-
icies specify alternate levels of care and then have
a procedure for assigning patients to each level.
Under this kind of policy, patients may be desig-
nated, for example, “do not resuscitate, ” “do not
incubate, ” or “supportive care only. ”

Institutional policies make explicit the presump-
tion for or against treatment in a facility, who will
be involved in a treatment decision (patient, fam-
ily, attending physician, other physicians, nurses,
ethics committee, other facility staff), and how
advance directives will be regarded. Institutional
guidelines may address ways to protect patient
autonomy, for patients who are decisionally ca-
pable and those who are not, and ways to resolve
conflicts.

There is now some movement toward requir-
ing policies as a standard for accreditation of in-
stitutions. In June 1987, the Joint Commission on
the Accreditation of Hospitals (JCAH) adopted a
standard requiring hospitals and nursing homes
to have a policy for decisions about resuscitation
by 1988.

Ethical analysis is increasingly recognized as a
useful tool in making treatment decisions. Thus,
another institutional response has been the estab-
lishment of institutional ethics committees or em-

5A 1986 survey by the Joint Commission on the Accreditation of
Hospitals found “that 57 percent of acute care hospitals, 43 percent
of hospices, and 20 percent of nursing homes have formal policies
for decisions about resuscitaiton.
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ployment of a philosopher or theologian to assist
in the resolution of troublesome cases. At least
half of all acute care hospitals, and higher propor-
tions of large hospitals and teaching hospitals, have
established ethics committees to assist in decision-
making for difficult cases. A few nursing homes
have also established institutional ethics commit-
tees. Typically, these committees include physi-
cians, nurses, administrators, attorneys, social
workers, and lay persons who review specific
cases brought to their attention. Individual institu-
tional policies specify the role of these parties in
the decisionmaking process. In most instances, de-
cisions made by ethics committees are regarded
as advisory.

Associations of health care professionals have
shown strong interest in developing decisionmak-
ing guidelines themselves, partly in an effort to
avoid government intervention. Some of these are
clinical guidelines, specifying when a particular
treatment is medically indicated. Some, notably
the American Medical Association’s (AMA) 1986
statement on “Withholding or Withdrawing Life
Prolonging Medical Treatment ,” address the phy-
sicians’ legal and ethical responsibilities in mak-
ing these decisions. The AMA statement specifies
that “life prolonging medical treatment,” which
“includes medication and artificially or technologi-
cally supplied respiration, nutrition or hydration”
may be withheld or withdrawn when doing so
is in the patient’s best interest.

Another example of the interest in guidelines
is the list of “principles for decisionmaking” de-
veloped by the advisory panel to this OTA assess-
ment (see box 1-A), These express the strong con-
vergence of opinion—but not unanimity-of a
panel of physicians, nurses, lawyers, ethicists, and
economists regarding many of the fundamental
guestions.

Finding: In practice, many patients are not
involved in decisions about the use of life-
sustaining technologies.

The patient’s involvement in decisions about the
use of life-sustaining technologies varies widely
depending on the urgency of the medical event,
the setting, the patient’s cognitive status, and estab-
lished decisionmaking procedures. For the tech-
nologies OTA studied, the patient’s consent to

treatment is frequently not obtained, and even
when consent is obtained, it is frequently not “in-
formed.”

Sometimes the patient is left out of the decision-
making process because the need for immediate
action or the patient’s mental state makes it im-
possible to do otherwise. Victims of cardiac or res-
piratory arrest, for example, are typically uncon-
scious or in a severely compromised mental state;
moreover, the imminent risk of brain damage does
not permit time for discussion with other persons
who may know the patient’s wishes. In such emer-
gencies, when the patient’s consent for initiation
of treatment is unobtainable, consent is usually
“implied.” Thus, emergency medical technicians
responding to calls are usually obligated to try
to resuscitate every victim of cardiac arrest, not
to pause and ask whether this is wanted.

In the case of resuscitation, the bias to treat
is so strong that the normal presumption
about informed consent is reversed. That is,
patients (or their surrogates) are likely to be con-
sulted if a DNR order is being considered, but un-
likely to be consulted for consent to resuscitate.

Cognitive impairment resulting from dementia
or depression is another major factor in patients’
involvement in treatment decisions. Patients who,
based on formal or informal assessment, are con-
sidered to have severely impaired cognition are
commonly excluded from decisions about their
care. Some of these people, however, if given the
opportunity, express consistent wishes regarding
treatment v. nontreatment. Since the prevalence
of dementia increases with advanced age, elderly
patients as a group are less likely than younger
adults to be able to actively participate in deci-
sions about their care.

If a patient is determined decisionally incapa-
ble, a surrogate decisionmaker can be, and fre-
quently is, designated. This may be done infor-
mally, as when the physician turns to the patient
spouse or an adult child. Or a surrogate may be
formally appointed, by the patient or by a court.
Some States specify a hierarchy of family mem-
bers who have decisionmaking authority if a sur-
rogate is needed; others have a “durable power
of attorney for health care” statute.
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Box I-A—Principles for Decisionmaking of Life-Sustaining Technologies
for Elderly Persons, as Developed by Project Advisory Panel

NOTE: Members of the Advisory Panelto this OTA assessment (sse title page) sought to express their strong
convergence of opinion regarding many of the fundamental questions regarding the use of life-
sustaining technologies for elderly persons. The following list of principles for decisionmaking was
developed at the final meeting of the Panel, in Febi 4 1986. These are the personal views of the
majority of Panel members, all of whom were present at the meeting or subsequently polled. It
should be noted that dxssent, while rare, was in some‘mes“strmwg These prmczples do not neces-
saruy refiect me opmxan DI OTA ’ staff for this RBSGSCMH, HIEIDDBI‘B ar ihe T eCHHOlOgy Assessment
Board, or members of the assessment’s requesting committees. With these caveats, the following
principles are offered to Congress and the public for consideration.

* An adult patient who is capable of making decisions has the right to decline any form of medical treat-
ment or intervention. However, an individual does not neoessmly have aright to unlimited medical treat-

ment or intervention.

e NManiai raganding tha ea nF ]1fn=nncfnnninn' nastmants et ha m-ﬂ- onan n-\ﬂi\nﬂnal hacie and chanld
LeCisioNns I Uaeu ul|15 the use of life-sustair niig treatments must be 2 @il aaiVv Uasio aii snouaG

never be based on chronological age alone. Chronologlcal age per se is a poor criterion on which to
base individual medical decisions; however, age may be a legmmate momner regarding appropriate utili-
zation of life-sustaining medical technologies. ; :

+ Diagnosis alone is a poor criterion for decisions about the m of Iﬁa-sustalmng technologies. Because
of the great variability among patients with the same diagnosis, panent assessment must also include
measures of functional unpalrment and severity of illness.

o - oleom of she cinlider of Héa
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« The courts are not and should not be the usual route or determmmt for making decisions about the
use of life-sustaining technologies or for resolving the dilemmas these technologies may create.

+ There is little need or room for Federal legislation oonoehxing the mitlatmn, withholding, or withdrawal
of specific hfe-sustanmng technologies.

+ There is a major need for a clear, workable definition of the a]rpmpriate role of surrogates in health
care decnslonmakmg mcludmg the nature of their resp es and their surtablllty to make decisions.

+ There is a need to recognize that a process exists, or should exist, for maKking decisions abouti the use
of life-sustaining technologies. The process described by the President’s Commission for the Study of
Ethical Problems in Medicine and Biomedical and Behavioral Research could serve as a model.

* A physician or other health professional who does not want to follow the wishes of a patient who is
capable of making decisions regarding his or her treatment should withdraw from that case.

* Socioeconomic status should not be a barrier: to access to health care, including life-sustaining interventions.

+ There is an nnpomm need for education of the public ind heait! *eamzprowders regarding the nature
and appropriate use of life-sustaining technoiogies. :

+ There s a specific need for improved clinical mformation tﬁat wqu;ld predlct the probability of a critically
or seriously ill patient’s survival, functional status, and ent quality of life.

+ There is a wide range of medical and legal disagreement ying levels of emotional strain and moral
conflict about the appropriate use of life-sustanﬁng C jes. The great heterogeneity of the Amer-
ican population m:{:
making procedures

=

es consensus difficult and immam the likelihood of formal institutional decision-
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In some cases, it is possible to obtain the pa-
tient’s informed consent, but the treatment in
guestion is considered so “ordinary” that stand-
ard practice diverges from the law requiring in-
formed consent. Antibiotic therapy, especially in
the hospital setting, is so routine that health profes-
sionals often consider consent unnecessary, and
they do not seek it. Also, health professionals’ per-
ceptions of some interventions as ordinary or non-
invasive mean that, in practice, different treat-
ment modalities for a single life-sustaining
technology can involve different decisionmak-
ing practices. Thus, in many institutions, a
nasogastric tube may be placed for the provision
of enteral nutrition without the patient’s consent—
even though formal consent is always required
for surgical placement of a gastrostomy tube for
enteral nutrition or a catheter for TPN.

Many patients, particularly elderly patients, are
accustomed to a passive role in the doctor-patient
relationship and to accepting the advice of trusted
health professionals without questioning. Persons
who have developed this behavior over a lifetime
cannot be expected to start seeking information
or to take an active role in treatment decisions
when those decisions are most difficult. A 1982
national survey reported that 38 percent of re-
spondents of all ages, and 60 percent of elderly
respondents, “want the responsibility of making
the final choices about your medical treatment”
to rest with their doctor. Some elderly persons
prefer to entrust important treatment decisions
to their spouse or an adult child,

The urgency of many life-threatening conditions
and the fact that patients may be decisionally in-
capable at the time a treatment decision must be
made point to the importance of determining pa-
tients’ wishes about life-sustaining treatments be-
fore a life-threatening emergency occurs. Imple-
mentation of the patient’s wishes is frequently
dependent on advance planning. This may take
several forms, including: discussions with family
members and/or health professionals about treat-
ment options, with documentation in the medi-
cal record or in a formal advance directive, such
as a “living will”; designation of a surrogate deci-
sionmaker; or institutional policies that ask pa-
tients to indicate their treatment choices upon ad-
mission.

Many health professionals believe that the goal
of truly informed consent is often illusory even
when there is time for discussion and the patient
is fully in command of his or her cognitive facul-
ties. In addition to the difficulty most laypersons
would have in understanding the details of their
condition and the treatment options, the gulf be-
tween hypothetical and actual situations is wide.
It is unlikely, for example, that a layperson (or a
health professional) who has not personally ex-
perienced mechanical ventilation can fully com-
prehend the impact of this treatment. By the same
token, it is impossible to anticipate what it is like
to be unable to breathe. Physicians’ observe that
many people “change their mind [about being in-
tubated for mechanical ventilation] when they are
choking to death,” and this observation contrib-
utes to their skepticism about advance directives.

Even when the patient has been informed
about treatment options and his or her wishes
have been specified, problems remain in en-
suring that these wishes are implemented, es-
pecially if they call for limited treatment. Nei-
ther an advance directive nor the instructions of
a surrogate can be followed if authorities do not
know one exists or if the document or person can-
not be located. Advance directives that indicate
refusal of life-sustaining treatment are sometimes
overruled because they are considered “too
vague.” This can happen if, for example, the pa-
tient circumstances or the treatment being con-
sidered was not anticipated when the directive
was written, and physicians think treatment will
be beneficial. Inconsistencies in State laws are a
major problem. Some States will not recognize an
advance directive that was made in another State.
In many States, advance directives do not become
operative until or unless the patient is diagnosed
“terminally ill.” Moreover, some State living will
statutes include provisions that, in the view of
some people, contradict the common law right
to refuse treatment, by specifying, for instance,
that nutritional support must always be provided.
A patient preference that runs counter to the ad-
vice of health professionals is often interpreted
as “irrational,” and efforts will be made to change
the patient’s mind or to circumvent the-patient’s
request. In such cases, the patient’s decisionmak -
ing capability maybe called into question, and ef-
forts made to appoint a surrogate or a guardian.
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In general, consent to recommended treatment
is easier to implement than is refusal of recom-
mended treatment, and any patient wish is easier
to carry out if it is consistent with the advice of
caregivers and the wishes of family members.

Finally, decisions about the use of certain
noninvasive, common technologies are often
made without consideration of their life-and-
death implications. Care of the life-threatened
elderly involves a continuous series of treatment
decisions which, individually, may seem so small
and undramatic that their life-and-death implica-
tions are not even recognized. Decisions about
the treatment of a life-threatening infection, even
in severely debilitated and terminally ill people,
frequently focus on choice of the appropriate anti-
biotic and omit explicit consideration of whether
or not to treat.

Finding: The physical, psychological, and fi-
nancial stresses associated with life-sus-
taining treatments are great, not only for
patients, but also for family members and
caregivers.

The physical, psychological, and financial stresses
imposed by the life-sustaining technologies OTA
has studied differ with the technology, and their
significance depends on the personalities, specific
resources, and exigencies of each case. Also, the
immediate and short-term stresses are different
from those associated with chronic care. Some
patients cope admirably with the discomforts and
fears associated with acute care and, if necessary,
with a technology dependent lifestyle, but others
respond to the anticipated stress by refusing treat-
ment. Others start treatment but eventually re-
guest that it be withdrawn; they maybe depressed
or even suicidal.

Specific effects of the technologies OTA stud-
ied include inability to speak or eat (mechanical
ventilation), discomfort and limited mobility asso-
ciated with tubes and catheters (whether for ven-
tilation, nutritional support, drug delivery, or di-
alysis), and a gamut of complications ranging from
minor to life-threatening. For patients who are
acutely ill, loss of sleep, disorientation, and anxi-
ety are concomitants of hospitalization and medi-
cation that may accompany all these treatments.

Physical restraints, sometimes used for patients
who are uncooperative or confused, are an addi-
tional source of distress. Fear of a new acute epi-
sode, loss of independence and control, dietary
regimens, restricted activities, and financial wor-
ries may be among the long-term burdens for pa-
tients who are restored to medical stability. Comor -
bidities, reduced physiological reserve, and limited
social support, i.e., characteristics of many elderly
patients, may exacerbate any or all of these.

Family members and friends are also under
great stress related to anticipatory grieving, finan-
cial burdens, and excessive demands on their time.
Involvement in treatment decisions is likely to be
filled with uncertainty, selfdoubt, or perhaps guilt.
If the duration of treatment is prolonged, and espe-
cially if the family has caregiving responsibilities,
the lifestyle of family members may be radically
changed. Emotional burdens may be especially
great if the patient’s condition or treatment im-
pairs or precludes the ability to communicate or
if treatment cannot be administered without phys-
ical restraints.

It is widely agreed that informed consent should
include disclosure of the likely discomforts and
restrictions attendant with use of these technol-
ogies. However, even if the patient is conscious
and fully competent when the treatment decision
must be made, the full impact of these treatments
is difficult to predict and to convey. If the patient
is unconscious or severely demented or confused,
those entrusted with the treatment decision can
only speculate about the patient’s experience of
pain or distress with (or without) any of these
treatments.

Finally, caring for critically ill, terminally ill, or
severely debilitated patients who may be treated
with life-sustaining technologies is demanding and
highly stressful for health care providers. In addi-
tion to the emotional load of dealing with very
ill patients and grieving relatives, health profes-
sionals are constantly reminded of their own mor-
tality and their fallibility. Emotional detachment
from patients, avoidance of patients’ families, and
overuse of technologies are not uncommon re-
sponses. Impaired job performance and “burn-out”
are also reported. Most health care professionals
currently in practice received little or no train-



26 « Life-Sustaining Technologies and the Elderly

ing in the human aspects of death and dying; many
are ill-equipped either to provide emotional sup-
port to dying patients or to cope with their own
personal reactions.

Whether or not the experience of family mem-
bers or caregivers should have any bearing on
a treatment decision (or on who should be the
surrogate) is an interesting ethical dilemma—
which this assessment does not address. The point
here is that patients may not be alone in their need
for social and/or financial support.

Finding: Currently, the most controversial
life-sustaining technology is nutritional
support. The highly emotional reaction to
this technology obscures specific clinical,
legal, and ethical questions that require
resolution.

Of all the life-sustaining technologies OTA stud-
ied, nutritional support and hydration is the most
troublesome for ethicists, clinicians, and the pub-
lic. It is over this technology that advocates of
“death with dignity” and the “right to life,” as well
as more moderate positions differ most sharply.
The debate centers around the question of wheth-
er tube and intravenous feeding and hydration
are “food and water” or a medical treatment. In
the former view, the provision of artificial nutri-
tion and hydration constitutes a basic aspect of
human caring that should be withheld or with-
drawn only when death is imminent or when it
is not medically possible to provide them. In the
latter view, these are medical treatments that can
be withheld or withdrawn under the same cir-
cumstances as other life-sustaining technologies.
These opposing views leave little common ground
for the formulation of policy or for decisions re-
garding the care of individual patients.

Very little is known about persons on long-term
nutritional support, especially in nursing homes.
Anecdotal evidence and some recent research
findings suggest that many patients on long-term
tube feeding are cognitively impaired, but it is not
clear why they are tube fed—whether it is because
they resist hand feeding, because of swallowing
difficulties, or for other reasons. Some people
claim that nursing home residents are tube fed
because hand feeding is too time-consuming.

There are, however, no data to substantiate this
claim.

Lack of information about cognitively impaired
people on long-term tube feeding is related to the
general lack of information about cognitive im-
pairment in elderly people. Ongoing biomedical
and behavioral research on Alzheimer’s disease
promises to provide some answers. However,
much more needs to be learned about the phys-
iological, psychological, and emotional aspects of
dementia—particularly the late stages of dement-
ing diseases—in order to understand why some
patients with these conditions stop eating and re-
fuse hand feeding.

The patient’s formal consent is usually not ob-
tained for nasogastric tube feeding—by far the
most common mode of nutritional support—
because it is not “invasive. ” Although nasogastric
tube feeding does not involve surgery, some peo-
ple consider it burdensome, particularly when it
is used for prolonged periods, sometimes years.
An unknown proportion of people who receive
tube feeding, including some who are cognitively
impaired, are physically restrained to keep them
from pulling out the tube. This combination of
factors would seem to indicate a need for very
rigorous decisionmaking procedures that include
methods for ascertaining the patient’s treatment
preferences whenever possible, appointment of
a surrogate decisionmaker when necessary, and
periodic review of both the need for and the
method of treatment.

Finding: Ongoing social and technological
change will continuously alter the deci-
sionmaking context.

The relatively brief history of life-sustaining
technologies shows how rapidly and dramatically
changes can occur in attitudes, expectations, and
policies that determine their use. These changes
are driven by a variety of social and technologi-
cal factors that are in constant flux and that are
often unanticipated.

At both the individual and societal level, deci-
sions about the use of life-sustaining technologies
for elderly people will be influenced by (and, in
turn, will influence) changes in a wide variety of
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factors, including technological capabilities, sci-
entific knowledge, medical education, economic
conditions, public policies and laws, and public
attitudes and expectations. Factors that have at-
tracted considerable attention in recent years in-
clude the growth and aging of the elderly popu-
lation, efforts to contain health care costs, and
concern about the quality of life. Decisions about
the use of life-sustaining technologies will also be
influenced by the increasing level of education
and sophistication among the elderly population,
increased competition in health care, and an over-
supply of physicians. Comprehensive national
health insurance, a solution to the “malpractice
crisis)” and prevention of dementia are examples
of more distant but equally significant future pos-
sibilities.

Improvements in existing technologies and new
treatment modalities could improve the efficacy
of treatments, reduce the chance of complications,
and increase patients’ comfort and independence.
Technological developments might either raise or
lower the cost of treatment. Other developments,
including improved methods of pain control, and
increased portability and self-care, as well as in-
novations like artificial eyes and ears, will improve
the quality of life for chronically ill, disabled, and
technology dependent people. These marginal im-
provements and innovations could alter the bal-
ance of benefits and burdens of a particular tech-
nology and change attitudes about sustaining life
in persons who are elderly and disabled. In some
cases, treatment decisions might become easier
and standards of practice might change, leading
to increased use of life-sustaining technologies.

Some existing technologies will be wholly re-
placed. Just as kidney transplants eliminate the
need for dialysis in individual patients, other or-
gan transplants or artificial organs may eventu-
ally obviate the need for other life-sustaining tech-
nologies. Very widespread use of such “definitive”
technologies could render today’s “halfway tech-
nologies” obsolete. Further in the future, effec-
tive preventive strategies might have even more
profound effects on human health and longevity.
However, with respect to decisionmaking, the ef-
fect of this kind of technological development will
be merely to push problems further into the fu-
ture. If we learn to cure heart disease, we will
still face cancer, stroke, and other potentially fa-

tal diseases. We might eliminate one cause of death
after another, but never all of them.

Neither the development of new technologies
nor improvements in existing technologies are
likely to make the fundamental issues of access,
quality, and cost of care, or the decisionmaking
dilemmas these create, go away. Instead, change
will be in the foci and details of current ethical,
legal, and clinical debates. OTA's analysis shows
that the current intense interest in nutritional sup-
port follows more than a decade of controversy
and court cases focused on mechanical ventila-
tion. A possible next center of controversy is anti-
biotic therapy, which is only now gaining recog-
nition as a life-sustaining treatment that raises
serious issues. Similarly, changes in technology
and in health services delivery will shift concern
from the hospital to community settings and trans-
fer more decisionmaking responsibility from phy-
sicians to other health care personnel and to lay
caregivers.

In addition, social and technological change
will bring some new questions and intensify
some of the current problems. For example, as
both the law and medical practice change, new
kinds of legal challenges may arise. A recent in-
stance in which physicians were charged because
they instituted unwanted treatment is said to have
opened the door to a new set of legal actions. The
old problems of cost and access to care may be
exacerbated if, as many people predict, the cost
of providing the full range of theoretically bene-
ficial treatments continues to increase. Particu-
larly high cost will be associated with the care
of individuals enabled to survive much longer than
currently possible. Continuing high cost (and in-
creasing cost) could lead to a more prominent role
of third-party payers and government in health
care decisionmaking.

Other pertinent developments will not change
the basic decisionmaking problems but do prom-
ise to help us sort through difficult choices. These
include the procedures, policies, and technologi-
cal developments that aim to supply more com-
plete information on which to base decisions
and/or a more systematic way to assimilate it and
reach an informed conclusion. These range from
patient education to health professions education
and from computerized decision support systems
to ethical analysis.
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CONGRESSIONAL ISSUES AND OPTIONS

The following issues and options are derived
from information summarized in this chapter and
presented in detail in the full report. They address
problems that are common among several or all
of the life-sustaining technologies OTA studied and
that are realistic foci for congressional oversight
and legislative activity. Problem areas that are
unique to one or another technology and those
that do not suggest Federal involvement are pre-
sented in the findings and implications at the end
of each of the respective chapters. Ultimately, reso-
lution of the diverse problems associated with the
use of life-sustaining technologies for elderly peo-
ple and maximization of the potential good these
technologies can bring will require the creativity
and cooperation of philosophically and profession-
ally diverse factions.

The first pair of issues and accompanying op-
tions addresses research needs that relate to all
of the subsequent issues. These include statisti-
cal data for improved health care planning and
delivery and basic research to expand the scien-
tific knowledge base. The next pair of issues and
options addresses the concern of the requesting
congressional committees about access to life-
sustaining treatments and how access is affected
by age, availability of reimbursement, and setting.
The third issue area addresses what Congress
might do to reduce problems in individual deci-
sionmaking about the use of life-sustaining treat-
ments. The two final issues and options address
guestions that arose in the course of this assess-
ment about the safety and efficacy of life-
sustaining technologies and the quality of care pro-
vided for elderly people once a decision has been
made to provide, withhold, or withdraw life-sus-
taining technologies.

Associated with each policy issue are several
options for congressional action, including in each
case, no action. The order in which the options
are presented should not imply their priority. The
options are, for the most part, not mutually ex-
clusive. In fact, a careful combination of options
might produce the most desirable effects. Further,
while these issues address life-sustaining treat-
ment for elderly persons, many of them are appli-
cable to patients of all ages.

The issues and options presented here are real-
istic foci for congressional oversight and legisla-
tive activity. Numerous other issues fall more
appropriately within the activities of nongovern-
mental bodies. Ultimately, resolution of the vari-
ous problems associated with the use of life-
sustaining technologies for elderly people and
maximization of the potential good these technol-
ogies can bring will require the creativity and co-
operation of philosophically and professionally di-
verse factions,

Research

Issue 1: What could Congress do to strengthen
and expand the statistical database on the
utilization and costs of life-sustaining
technologies?

1.1 Take no action.

1.2 Provide funds and instruct HCFA to conduct
studies on the utilization of and expenditures
for life-sustaining technologies in hospitals,
nursing homes, and home care.

1.3 Instruct HCFA, the National Center for Health
Statistics, and the Veterans Administration
(VA) to develop and employ standardized
methods for calculating and reporting utili-
zation and costs of Life-sustaining technologies.

Several factors argue against a Federal role in
the collection of additional health statistics and/or
establishment of a databank on the use of life-
sustaining technologies. First, inaction at the Fed-
eral level (i.e., Option 1.1) would avoid the expend-
itures related to new data collection efforts. Ad-
ditional medical recordkeeping and changes in
reporting methods might be opposed by the in-
stitutions and individuals who are asked to pro-
vide the data. In addition, some observers fear
that a recordkeeping system that specifies cost
and reimbursement for particular technologies
could lead to inappropriate economic pressures
to alter treatment patterns.

On the other hand, a major finding of this assess-
ment is that neither the magnitude of current
problems nor predictions of future demand can
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be adequately estimated with existing data
sources. (The scarcity and unreliability of avail-
able data are substantial for young as well as
elderly patients.) Data on the utilization of and
expenditures for life-sustaining technologies come
mainly from small case studies whose results can-
not be aggregated or generalized. The notable ex-
ception is dialysis, for which good utilization and
expenditure data are now maintained, but for
which the absence of data prior to Medicare cov-
erage contributed to gross underestimates of the
eventual demand for this treatment. Improved
data would help inform public policy and, to the
extent that the necessary recordkeeping makes
clinical decisions more explicit, could also improve
decisionmaking in individual cases.

Sample surveys of Medicare patients and elderly
Medicaid patients who receive life-sustaining tech-
nologies (Option 1.2) would be a relatively easy
and relatively inexpensive way to expand the sta-
tistical database on utilization and Federal expend-
itures. Careful consideration must be given to
determining which life-sustaining technologies
warrant this attention. At a minimum, for each
selected technology, the studies should provide
data on: the patient’s age, diagnoses, treatment
settings, clinical outcome, discharge status, and
payments by Medicare and/or Medicaid. Informa-
tion on expenditures by private insurers, patients,
and any unpaid charges would also be desirable,
to complete the cost picture. Parallel data on
elderly patients in hospitals, nursing homes, and
in their own homes would provide a rather com-
prehensive data set useful for a variety of analy-
ses. Ideally, the data would permit cross-sectional
or longitudinal analysis, comparisons among sub-
groups within the elderly population, and com-
parisons of utilization and costs in different set-
tings. Improved information about the current
situation would be essential input to any Federal
policy decisions about limiting or expanding health
care services, payment, or training. If maintained
continuously or updated periodically, these data
could be the foundation for predictions of future
demand for and cost of providing particular tech-
nologies. The arguments against Option 1.2 are
the same as those in support of Option 1.1.

Option 1.3 addresses the noncomparability of
utilization and cost data that are currently avail-

able. Problems in utilization data result from
different definitions of such terms as *“chronic”
or “prolonged” use, dissimilar age categories, and
variations in codes for the pertinent medical and
surgical procedures. “Cost” data sometimes rep-
resent charges, sometimes expenditures, and ex-
actly what is included is seldom specified. The
main argument against this approach is that the
definitions and methods developed may not ade-
qguately fit the diverse needs of potential users.
To reduce this possibility, standardized definitions
of utilization and costs should be developed with
input from all interested parties—especially hos-
pitals, insurers, patients, health economists, and
policymakers.

Issue 2: What could Congress do to strength-
en and expand scientific and clinical
knowledge related to the use of life-sus-
taining technologies, especially for
elderly people?

2.1 Take no action.

2.2 Authorize and appropriate funds administered
through the National Institute on Aging (NIA)
for studies of life-threatening conditions in the
elderly and the physiological and psychologi-
cal responses of elder@ patients to alternative
treatments.

2.3 Provide research funds administered through
NIA to coordinate work on the development
of measures that better reflect the health sta-
tus and reserve capacity of elderly people than
does chronological age.

2.4 Authorize and appropriate funds through the
Department of Health and Human Services
(DHHS) or NIH to develop and test patient clas-
sification systems and other aids to clinical
decisionmaking.

2.5 Authorize and appropriate funds to support
an NIH research planning conference focused
on the care of elderlypersons with life-threat-
ening conditions.

Option 2.1 assumes that existing Federal sup-
port for technology assessment and basic research
related to life-sustaining technologies is adequate
and appropriately directed, that adequate non-
Federal support is available, or that additional re-
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search would not reduce problems related to the
use of life-sustaining technologies. Proponents of
additional research argue that little research has
been focused on these topics and that information
is needed to reduce inappropriate and ineffective
utilization of life-sustaining technologies. Research
would require additional Federal expenditures or
shifting of funds from other areas. However, po-
tential benefits, in terms of improved patient selec-
tion and improved quality of care, as well as po-
tential reductions in the cost of care that is
provided, might outweigh the costs associated
with research.

Very little research has focused on the relation-
ship between advanced age and the clinical out-
comes of life-sustaining technologies. The resulting
information gaps contribute to clinical uncertainty
and prognostic errors, as well as suboptimal care
and poor outcomes. Added Federal support for
research on these topics (Option 2.2), especially
prospective and longitudinal studies, could lead
to improved understanding of the factors associ-
ated with different clinical outcomes, including
longevity. This knowledge could lead to the de-
velopment of age-indicated modifications in treat -
ment that could, in turn, lead to increased sur-
vival of elderly persons with life-threatening
conditions, with improved functional capacity, re-
duced complications, and less recidivism.

It has been well established that physiological
changes occur at different rates and to different
extents in different people, with the effect that
individuals are increasingly dissimilar as they age.
While many physicians now recognize that chron-
ological age masks this heterogeneity, age remains
the simplest single indicator of physiological sta-
tus. Basic research on age-related physiological
change and response to stress, directed toward
the development of alternative measures of health
status and reserve capacity (Option 2.3) might lead
to improved accuracy in patient assessment and
prognosis.

Option 2.4 proposes Federal support for the con-
tinuing development and testing of patient clas-
sification systems and other aids to clinical deci-
sionmaking. Some of these systems, currently
experimental, show considerable promise for iden-
tifying patients who are likely to benefit from
treatment and patients who are likely to die de-

spite treatment. Refinement of these systems
and/or development of new approaches could re-
duce ineffective use of life-sustaining technologies.

Another approach to providing information that
could potentially improve decisionmaking would
be sponsorship of an NIH research planning con-
ference, as suggested in Option 2.5. The confer-
ence would bring together experts in geriatrics
and in critical care, medical decisionmaking, health
services, and health law, with the goal of specify-
ing and prioritizing areas of research on the care
of the life-threatened elderly. A consensus about
key issues would direct Federal funding to the
most fruitful areas, and the visibility of such a
conference could also help to stimulate private
funding for identified priority areas.

Access to Care

Issue 3: What could Congress do to protect
elderly persons from possible age-based
discrimination in access to life-sustaining
medical treatments?

3.1 Take no action.

3.2 Provide funds and instruct HCFA to conduct
studies of hospital and nursing home practices
regarding the offering of life-sustaining tech-
nologies to elderly patients.

3.3 Instruct HCFA to expand Medicare reimburse-
ment for life-sustaining medical care.

(Also see Options 2.3, 5.3, and 6.4.)

Whether or not Federal action to prevent pos-
sible discrimination is warranted at this time de-
pends on one’s evaluation of the current situa-
tion. One goal of recent public policy is to protect
the equal rights of all citizens, without regard to
race, sex, or age. Ensuring equal access to needed
health care is one of the responsibilities of policy-
makers. However, because health care resources
are not unlimited and because aging is universal,
“equal” access can include different interpreta-
tions of the kinds of care that must be offered,
under what circumstances, and for how long.
Some people argue that Medicare, because it pro-
vides health care mainly to elderly persons, is it-
self inequitable. On the other hand, anecdotes
about limited care for hospitalized Medicare pa-
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tients have stirred public concern and congres-
sional attention. The extent to which elderly per-
sons might be denied access to life-sustaining
technologies because of their age is not known;
however, limited Medicare hospital reimbursement,
health professionals’ ignorance of the good prog-
nosis for many elderly patients, and residual age-
ism create considerable potential for age discrimi-
nation in access to these treatments.

Studies proposed in Option 3.2 would provide
information about the extent to which Medicare
patients and elderly Medicaid patients are offered
various life-sustaining technologies in hospitals and
nursing homes. This information would enable
peer review organizations (PROS)’ or other over-
seers to identify cases in which life-sustaining tech-
nologies were not accessible. It would not, how-
ever, be possible to draw from this conclusions
about age-based discrimination unless compara-
ble information were available for younger pa-
tients as well. Requiring sampled providers to keep
records of all treatments offered to patients would
benefit those patients by encouraging physicians
to entertain and to discuss with patients all rea-
sonable treatment options.

Current cost-containment pressures and limited
Medicare reimbursement provide hospitals and
physicians financial disincentives to admit and to
aggressively treat Medicare patients whose costs
are likely to exceed what Medicare will pay un-
der PPS. Option 3.3 would remove or reduce those
financial disincentives. Adjustments could be made
in the level of reimbursement for DRG categories
that frequently involve life-sustaining technologies,
by creating new technology-specific reimburse-
ment categories, by adding a severity of illness
measure to all DRGs, by increasing the age ad-
justment factor that already applies to some DRGs
or by raising outlier rates. Such actions would be
expensive and difficult to justify when there is
no proof that age-based discrimination is a seri-
ous problem. However, some people would view
the protection of access to health care as impor-
tant enough to justify a preventive approach.

#The function of PROS is to review the appropriateness of hospi-
tal admission for Medicare patients, approve payment, and monitor
quality of care on appeal, PROS also review individual cases in which
admission or payment is thought to he inappropriate? denied, and
cases in which discharge is thought to be premature.

Option 2.3 would reduce opportunities for treat-
ment decisions based on unjustifiable generaliza-
tions about old age. Options 5.3 and 6.4 would
educate patients and providers, respectively, to
be better advocates for themselves and for their
elderly patients.

Issue 4: What could Congress do to increase
the availability of life-sustaining technol-
ogies in nonhospital settings?

4.1 Take no action.

4.2 Instruct HCFA to provide Medicare coverage
for life-sustaining antibiotic therapuy and short-
term nutritional support outside the hospital
setting.

4.3 Instruct HCFA to increase Medicare home
health care coverage for personnel who pro-
vide needed services for Medicare patients de-
pendent on life-sustaining technologies in their
own homes.

4.4 Instruct HCFA to encourage the States to raise
Medicaid reimbursement available to nursing
homes that hire highly skilled personnel in or-
der to provide life-sustaining technologies.

4.5 Authorize and appropriate funds to DHHS for
the support of research and demonstration
projects regarding the use of life-sustaining
technologies in nonhospital settings.

Current medical practice and reimbursement
policy favor the use of hospitals, and often their
ICUs, for application of most of the life-sustaining
technologies OTA studied. For patients who are
medically stable and who no longer require the
resources of a hospital, care in another setting
is generally less costly and facilitates a less re-
stricted lifestyle. Therefore, most people think it
would be beneficial for patients, as well as more
efficient, if utilization of life-sustaining technol-
ogies were shifted as much as possible to non-
hospital settings (Option 4.1). Expanded availabil-
ity of life-sustaining technologies outside of
hospitals could, however, lead to inappropriate
use, with consequent increased cost. Further, the
quality of care could be jeopardized in these rela-
tively unsupervised settings.

OTA found that some patients who could safely
be treated in alternate settings are confined to
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hospitals because of inability to pay for services
elsewhere. For some technologies, e.g., ventila-
tion, the problem is that the unreimbursed por-
tion of care, while it may be a small percentage
of the total cost, is often still very high. For two
of the technologies discussed in this assessment,
life-sustaining antibiotic therapy and short-term
nutritional support, Medicare reimbursement out-
side the hospital is completely unavailable. Op-
tion 4.2 suggests expansion of Medicare benefits
to cover these technologies. Option 4.3 goes a step
farther, proposing Medicare reimbursement for
the personnel needed to provide any life-sustaining
treatments outside of hospitals. Among these per-
sonnel are health professionals (e.g., respiratory
therapists, professional nurses), and nonprofes-
sionals (aides).

Option 4.4 addresses the current difficulty in
nursing homes of hiring staff who have the nec-
essary skills and credentials to provide complex
care. Most nursing homes do not admit patients
who are receiving mechanical ventilation, intra-
venous antibiotics, or TPN, and most are not
equipped to provide these treatments to residents
who need them. Inadequate and unpredictable
reimbursement make it difficult for nursing homes
to develop staff and services and, thus, limit out-
of-hospital options for persons who are medically
ready to be discharged from hospitals. Some nurs-
ing homes that do provide care for technology-
dependent persons have negotiated special reim-
bursement arrangements with Medicare or Med-
icaid on a patient -by-patient basis. For patients who
are eligible for Medicare nursing home benefits,
coverage could be extended beyond the current
100-day” limit. For technology-dependent Medic-
aid patients in nursing homes, HCFA could offer
States incentives to increase reimbursement.

Information regarding the relative benefits and
problems in providing life-sustaining technologies
in alternative settings is piecemeal and largely
anecdotal. Option 4.5 would support research and
demonstration projects to clarify the types of pa-
tients for whom alternatives to the hospital (and,
within hospitals, alternatives to the ICU), are safe,
economical, and contribute to the patient’s qual-
ity of life. Such projects could also provide infor-
mation regarding the supportive services patients

need in different settings, alternative methods for
providing them, and the relative costs and bene-
fits. One possible site for such projects is the teach-
ing nursing home. An important component of
such programs would be their educational bene-
fits, i.e., through the opportunity to train health
professionals within the institutions where proj-
ects go on and the dissemination of results to
health professionals in other institutions.

A main argument against Options 4.2 through
4.5 is that liberalization of reimbursement for
home care and nursing home care of technology-
dependent patients might create substantial new
demand for services and attendant new costs to
the Federal Government. In addition, some peo-
ple fear that quality of care cannot be assured
outside the hospital. Other difficulties relate to
decisions about whether coverage should be for
all life-sustaining technologies or only designated
ones (i.e., Option 4.2), which personnel should be
reimbursed for which services (Option 4.3), and
whether particular treatment settings, rather than
all nonhospital settings, are to be equally en-
couraged.

Decisionmaking

Issue 5: What could Congress do to protect
the rights of elderly patients in decisions
about the use of life-sustaining inter-
ventions?

5.1 Take no action.

5.2 Authorize and appropriate funds for research
and demonstration projects that will provide
information about current decisionmaking
practices, problems, and possible solutions.

5.3 Support education of the public regarding
their rights as patients and mechanisms for
implementing these rights.

5.4 Instruct HCFA, the VA, and the Department
of Defense to require Federal health care fa-
cilities and health care facilities that are certi-
fied to treat Medicare and Medicaid patients
to: 1) record in a patient record any advance
directive the patient presents, and 2) honor
that directive.
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5,5 Instruct HCFA, the VA, and the Department
of Defense to require health care institutions
that receive Medicare and Medicaid reimburse-
ments as well as all Federal health care insti-
tutions to: 1) develop written policies describ-
ing the procedures they will follow in making
a decision about life-sustaining technologies,
and 2) communicate these policies to all pa-
tients.

5.6 Develop Federal legislation regarding advance
directives and procedures for the identifica-
tion of surrogate decisionmakers.

(Also see Option 6.4.)

The proper role of the Federal Government in
health care decisionmaking is very controversial,
with opinions ranging from no role to a direct,
intimate role (as in the original “Baby Doe” regu-
lations). Governmental involvement in the sub-
stance of treatment decisions for the life-threat-
ened elderly would meet strong opposition from
health professionals and from patients of all per-
suasions. More widely accepted roles for Govern-
ment would focus on either the provision of in-
formation (Option 5.2 and 5.3), the establishment
and protection of decisionmaking procedures (Op-
tion 5.4 through 5.6), or both. However, some peo-
ple oppose all forms of governmental involvement,
arguing that decisionmaking procedures as well
as substantive decisions are the responsibility of
qualified health care professionals (Option 5.1).

OTA’s findings suggest several kinds of infor-
mation about decisionmaking that could help re-
duce current problems. Option 5.2 calls for the
collection and analysis of descriptive information
about how decisions are made with regard to the
use of life-sustaining technologies for elderly peo-
ple. This kind of research would provide evidence
on the extent to which elderly persons partici-
pate in decisions about the use of life-sustaining
treatments, identify the reasons patients’ wishes
are not always implemented, and would identify
any subgroups of the elderly population (e.g., ex-
tremely old persons, demented persons, nursing
home residents) whose rights may need greater
protection. Such research would also contribute
to determining the practical strengths and weak-
nesses of different kinds of advance directives and
different decisionmaking processes. However,

some people might perceive this kind of research
as an invasion of privacy.

Option 5.3 addresses the current scarcity of pub-
lic education regarding patients’ rights, the im-
portance of making known one’s wishes regard-
ing life-sustaining treatments, and available
mechanisms for formalizing these wishes. This
option assumes that such education would result
in more people preparing some type of formal
advance directive (e.g., living will or durable power
of attorney) or, at least, discussing with their family
or physician their personal views regarding life-
sustaining treatment. Increasing the number of
persons whose wishes are known should result
in an increase in the number of patients whose
wishes are honored. Some people have suggested
that having a clear directive from the patient is
the single best way to reduce unnecessary health
care expenditures. Opposition to such educational
efforts might come from those who fear that the
educators would advocate particular positions.

Options 5.4 and 5.5 reflect OTA’s finding that,
in many institutions, the approach to decisionmak -
ing about the use of life-sustaining technologies
is ad hoc. In most hospitals and nursing homes,
there is no mechanism for determining or regis-
tering a patient’s treatment preferences before
the need for a life-sustaining technology arises,
when it may not be possible to consult the patient.
In some cases, health care providers are not aware
that a patient who is decisionally incapable has
an advance directive. Even if they are aware of
the advance directive, they do not always follow it.

Formal institutional policies for decisionmaking
could help protect a patient’s right to participate
in treatment decisions and clarify the roles and
responsibilities of other participants in the deci-
sion (e.g., families, ethics committees). Institutional
policies would not necessarily offer any legal pro-
tection to patients, institutions, or individual care-
givers, but they could potentially acquire consid-
erable authority as they evolve into standards of
practice.

The Federal Government could require health
care institutions that receive Medicare and Med-
icaid reimbursements and Federal health care in-
stitutions to develop formal institutional policies
for decisionmaking (Option 5.5). Although many
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parties favor the establishment of policies for deci-
sionmaking at the institutional level, it is not clear
whether such policies should be required by the
Federal Government. The number of hospitals,
nursing homes, and other health care facilities that
have formal institutional policies for decision-
making appears to be growing. The recently an-
nounced JCAH requirement that hospitals and
nursing homes must have a policy for decisions
about resuscitation in order to be accredited by
JCAH is expected to further this trend. Thus, some
people believe that there is no need for a Federal
requirement for institutional policies for decision-
making. Other people believe that a Federal re-
quirement is needed to ensure that most, if not
all, health care facilities have such policies in place.

Even if the Federal Government were to require
health care institutions to have policies for deci-
sionmaking, it is unclear whether the requirement
should address the content of those policies or
whether the content of the required policies should
be left to the discretion of each institution. If agree-
ment is reached that content should be addressed
by the Federal Government, it is unclear whether
the requirement should specify questions the
policies must answer (e.g., how a patient’s deci-
sionmaking capacity will be assessed or how a sur-
rogate will be selected) or decisionmaking proce-
dures that should be followed. Some people believe
that the content of decisionmaking policies should
be determined by individual institutions because
of differences in their purposes, practice environ-
ments, and patient populations. Others believe that
at least minimum standards should be included
to protect patients’ rights and ensure some con-
sistency across jurisdictions and institutions. Selec-
tion of such standards would be difficult because
of disagreement about appropriate decisionmak-
ing practices. ’

Option 5.6 suggests Federal legislation to author-
ize advance directives (living wills and durable
powers of attorney for health care) and to specify
procedures for identifying surrogate decision-
makers for patients who are not decisionally ca-

'As a follow-on to this assessment, OTA has commissioned a re-

port on institutional policies for decisionmaking that will consider
these questions in more detail. That report will be available in early
1988.

pable and who have no advance directive. Fed-
eral legislation to authorize advance directives
would make these methods of documenting an
individual’s treatment preferences available to all
Americans, including those who live in States that
have not enacted statutes allowing advance direc-
tives. Federal legislation could ensure that a liv-
ing will or durable power of attorney for health
care executed in one State would be accepted in
other States. Proponents of advance directives,
who view them as an important safeguard of pa-
tient autonomy, would probably welcome such
legislation. Yet disagreement about specific pro-
visions of advance directives, e.g., whether they
should allow withholding or withdrawal of life-
sustaining nutrition, hydration, and medications
and whether they should allow withholding or
withdrawal of treatment from persons who are
not terminally ill, would complicate the develop-
ment and enactment of such legislation.

People who believe that life should be sustained
whenever it is technically possible to do so would
probably oppose Federal legislation authorizing
advance directives because the directives usually
allow withholding or withdrawal of treatment.
Some people would also object to Federal legisla-
tion in an area that has traditionally been gov-
erned by the States and might prefer Federal ac-
tions that encourage States to enact statutes
authorizing advance directives. Others might pre-
fer that the Federal role be limited to support of
public education about advance directives (Option
5.3).

Federal legislation specifying procedures for
identifying a surrogate decisionmaker for patients
who are decisionally incapable and have no ad-
vance directive and defining the role and respon-
sibilities of the surrogate could reduce confusion
about the legality of existing decisionmaking prac-
tices for these patients. Such legislation might be
modeled after the family consent laws now in ef-
fect in 15 States. Alternatively, the Federal Gov-
ernment could require health care instititutions
to have formal policies defining procedures for
surrogate decisionmaking as a part of the institu-
tion’s policy for decisionmaking, as in Option 5.5.
Objections to these approaches are similar to ob-
jections to Option 5.5.
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Quality of Care

Issue 6: What could Congress do to improve
the quality of care associated with the use
of life sustaining technologies for elderly
people?

6.1 Take no action.

6.2 Instruct the Federal agencies engaged in tech-
nology assessment and clinical trials, i.e., the
National Center for Health Services Research
and Health Care Technology Assessment's Of-
fice of Health Technology Assessment (OHTA),
the Food and Drug Administration (FDA), NIH,
and OTA to make studies of life-sustaining
technologies a priority.

6.3 Provide Federal funds or tax incentives for re-
search and development of improved life-sus-
taining technologies (equipment and products),
including refinements that simplify operation
and maintenance.

6.4 Authorize and appropriate funds to DHHS and
the VA to support education and training as
well as special practice models for health
professionals who care for the life-threatened
elderly.

6.5 Authorize and appropriate funds for DHHS
to develop model programs offering compre-
hensive support services to technology-
dependent elderly persons who need them.

This assessment has raised both general ques-
tions about efficacy and safety of some life-sus-
taining technologies and questions that are spe-
cific to the use of these technologies for elderly
patients. Problems arise from deficits in the knowl-
edge base, the technologies, and the personnel.
Numerous activities that have potential benefits
in terms of ensuring the efficacy and safety of
life-sustaining technologies for elderly patients are
already underway. These include the regular activ-
ities of FDA, technology assessments by OTA and
OHTA, clinical studies by NIH, and support for
health professions training, including programs
to expand education and training in geriatrics and
gerontology. Some would conclude that these
activities are adequate. However, with respect to
special needs of the life-threatened elderly, none
of these programs goes very far.

Questions have been raised about the reliabil-
ity of some equipment and products and about
undue complexity (and, therefore, cost) of others.
These questions suggest the need for assessment
of life-sustaining technologies in addition to those
OTA has studied and for correction of identified
problems. Option 6.2 would provide information
about any problems related to particular medical
technologies used to sustain life. This would in-
form policy decisions about whether or not a par-
ticular technology ought to be widely available,
or reimbursed, and clinical decisions about its use
for individual patients. A practical drawback to
Option 6.2 is that there area large number of life-
sustaining technologies, and new ones being de-
veloped, and only a fraction of them can be as-
sessed. Also, unless tied to approval by FDA or
to reimbursement decisions, the results of these
assessments might have little effect. Option 6.3
would encourage R&D in Federal laboratories,
provide grants to universities and major medical
centers, and support special incentives to the pri-
vate sector to improve existing technologies and
to develop reliable and relatively simple technol-
ogies suitable for use in the home or nursing home.

Option 6.4 would support curriculum develop-
ment, instruction, and practice models focused
on: 1) geriatrics and gerontology, and 2) humanistic
care of the dying, in order to simultaneously in-
crease the supply and upgrade the capabilities of
pertinent health professionals. Programs would
target physicians, nurses, and allied health profes-
sionals still in training as well as health profes-
sionals already in practice.

The Federal Government currently supports
education and training in geriatrics and geron-
tology through programs of the NIA, National In-
stitute of Mental Health, Administration on Aging,
Health Resources and Services Administration
(HRSA), and the VA. Despite dramatic increases
in the numbers of physicians and other health
professionals committed to geriatrics, serious man-
power shortages and barriers to recruitment sug-
gest that more needs to be done. Moreover, exist-
ing education and training does little to specifically
prepare physicians or nurses to care for elderly
persons who become candidates for life-sustaining
technologies. Pertinent curricular innovations,
e.g., clinical ethics, death and dying, health law,
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decision analysis, assessment of patients’ decision-
making capacity, and interdisciplinary teamwork,
are relatively new and, under current cost-con-
tainment strategies, their continuance is threat-
ened. There is no cross-training between spe-
cialists in geriatrics and specialists in critical care.
Many people assume that providing more educa-
tion and training in these areas would improve
the quality of care for the life-threatened elderly.
There has been, however, very little research to
evaluate the benefits of this kind of education,
and, therefore, limited evidence that such pro-
grams have a significant effect on treatment
outcomes.

Option 6.5 recognizes that many patients who
are chronically dependent on a life-sustaining tech-
nology have unmet needs for financial and other
kinds of assistance, such as attendants, transpor-
tation, special equipment, architectural modifica-
tions, group purchasing of medical supplies, etc.
New Federal programs that target specific groups
of patients for special benefits could be criticized
as perpetuating a disjointed approach to health
care, and new expenditures would be required.
In France and England, comprehensive programs
for ventilator-dependent patients have proved to
be cost-effective and of great benefit to patients,
enabling some technology-dependent persons to
live in their own homes, with relative independ-
ence and maximum quality of life.

Issue 7: What could Congress do to improve
the quality of care for people from whom
life-sustaining treatments are withheld or
withdrawn?

7.1 Take no action.

7.2 Instruct HCFA to extend eligibility criteria for
hospice care and palliative treatments, to make
them more widely available.

7.3 Appropriate funds and direct NIH or HRSA
to support research and training to study the
dying process and to develop methods of pal-
liative care for patients from whom Life-
sustaining technologies have been withheld
or withdrawn.

Federal involvement in research, health profes-
sions education, and reimbursement for health
care have greatly benefited patients who want ag-

gressive medical treatment. Good care has been
widely available and the financial barriers largely
removed. However, for patients from whom life-
sustaining technologies are withheld or with-
drawn, treatment options are undeveloped, and
resources are scarce. The single focus of Federal
efforts on behalf of these patients is hospice care
and the provision of limited hospice benefits un-
der Medicare.

The hospice model of care was developed to
meet the physiological and psychological needs
of patients who have been diagnosed as termi-
nally ill and who choose to forgo aggressive treat-
ment. Most hospice patients are victims of incura-
ble cancers who consciously requested this kind
of care. Hospice care has not been available in
this country to persons who cannot make deci-
sions about their care and those who have not
been designated terminally ill. The potential ben-
efits for some such patients, for example, severely
demented patients who cannot be dialyzed, deci-
sionally capable ESRD patients who choose to
discontinue dialysis, and patients with chronic ob-
structive pulmonary disease who refuse mechan-
ical ventilation, have not been studied. Option 7.2
would make hospice care more widely available.

Anecdotal evidence suggests that, following a
decision to withhold or withdraw life-sustaining
technologies, patients are sometimes essentially
abandoned. Health professionals may simply have
nothing to offer these patients. Therapeutic op-
tions are exhausted or rejected; methods and re-
sources for pain control and bereavement coun-
seling are undiscovered, illegal, or unfunded,
Option 7.3 is to support behavioral, pharmaco-
logical, and health services research geared
toward discovering and then meeting the needs
of this group of patients. For these people, Op-
tion 7.3 would provide some answers about the
potential benefits of existing forms of hospice care,
develop options to the use of life-sustaining tech-
nologies, and then train health care professionals
in these methods. The cost of such programs might
be returned many times by reduced expenditures
for life-sustaining technologies. Of all the many
research needs identified in this assessment, those
referred to in Option 7.3 are among the most im-
portant.
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Chapter 2

The Context of the Report

INTRODUCTION

This chapter provides an overview of the tech-
nological developments, treatment settings, pub-
lic attitudes and opinions, government policies,
and demographic changes that are the historical
and societal context for this OTA report. The chap-
ter presents background information that is com-
mon to the other chapters and is the basis for the
congressional concerns that led to the assessment.
None of the topics is analyzed in detail, although
each could be the focus of a full assessment.

In the early 1900s, there were few effective
treatments for life-threatening diseases. Medical
care consisted primarily of palliative treatments
derived from clinical experience and intuition and
intended to mitigate the effects of diseases that
were considered natural and inevitable. Since
then, advances in biomedical science and tech-
nology have produced effective treatments for
some diseases, enabling doctors to keep people
alive who would certainly have died previously.
The use of these treatments, particularly antibi-
otics, has altered life expectancy and the age dis-
tribution of our population. The availability of the
treatments has had far-reaching effects on medi-
cal practice and on attitudes and expectations
about illness, death, and dying.

In part because of the availability of increasingly
complex medical treatments, more people are
treated in hospitals now than 50 years ago, and
more die there. More physicians, nurses, and other
health care professionals are involved in the care
of each patient and are thus aware of and poten-
tially involved in treatment decisions. More peo-
ple are cared for in nursing homes and by home
health agencies and outpatient clinics than ever
before, and more health care professionals and
others in these multiperson settings are aware of
and potentially involved in life -and death decisions
for these patients. Thus, decisions that would once
have been made privately by an individual physi-
cian, who might or might not have consulted with
the patient or family, are now made in the view
of many different people who have diverse opin-

ions and beliefs about the decision and the deci-
sionmaking process.

The inherent difficulty of life-and-death deci-
sions involving medical technologies and the in-
creasingly public nature of the decisionmaking
process have led to intense clinical, legal, and ethi-
cal debate; to court cases that define the rights
of patients to refuse treatment and the role of fam-
ilies, physicians, and health care institutions in
the decisionmaking process; to State legislation
on advance directives and surrogate decisionmak-
ing; and to the formulation of guidelines for deci-
sionmaking by government-appointed task forces
and commissions, professional associations, citizens
groups, and others. Much of this debate and the
relevant court cases, legislation, and guidelines
address questions about possible overtreatment
and about appropriate procedures for deciding
whether or when life-sustaining treatment should
be withheld or withdrawn.

Concurrently, rising health care costs and ex-
penditures have generated widespread public con-
cern and have led to changes in medical practices
and in private insurance and public programs that
pay for medical care—changes intended to limit
health care costs and spending. The pressure for
cost containment has added another dimension
to the debate about life-sustaining technologies.

In the past, a decision to use or withhold a life-
sustaining treatment for an individual patient was
based on consideration of the patient’s physical
condition, legal and ethical constraints, and, in
some cases, the wishes of the patient and family.
The cost of medical care has always been a con-
sideration for patients who are uninsured, but
most people, particularly elderly people, are in-
sured, and most are covered for life-sustaining
treatments (although sometimes only when the
treatments are provided in a hospital). Thus,
elderly patients, their families, and physicians have
generally been insulated from cost considerations
with regard to life-sustaining treatments. Since

39
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about 95 percent of elderly people are covered
by Medicare, and some are also eligible for Med-
icaid, Veterans Administration (VA), or other pub-
licly funded programs, the cost of life-sustaining
treatments for them has been primarily a public
cost .

Some ethicists have theorized about the rela-
tionship between individual treatment decisions
and allocation of scarce resources on a societal
level (see ch. 4). Likewise, government-appointed
task forces and commissions that have issued
guidelines for decisionmaking have concluded that
health care institutions and individual clinicians
can justifiably limit certain treatment options on
an institutional basis in order to allocate scarce
resources more equitably (136,153). In the past,
however, the public cost of care has generally not
been a factor in individual treatment decisions.
Nor have the courts that have ruled on cases in-
volving withholding and withdrawal of life-sus-
taining treatment recognized the public cost of
the treatment as a valid consideration in individ-
ual treatment decisions.

Recent changes in Medicare and other public
programs have created institutional pressures on
physicians and other health care professionals to
reduce costs and thus have introduced consider-

CHANGING

Advances in life-sustaining medical technology
during this century have built on knowledge accu-
mulated during preceding centuries, but the pace
of discovery and technological change in recent
decades is unprecedented. Major advances began
in the 1920s with the isolation of insulin for treat-
ment of diabetes, the invention of the first me-
chanical ventilator (the “iron lung”), and the dis-
covery of penicillin. Sulfa drugs were first used
in the 1930s. The first artificial kidney was used
during World War Il, although long-term kidney
dialysis was not possible until the 1960s.

The 1950s saw the first open-heart surgery, dis-
covery of the polio vaccine, and rapid develop-
ment of mechanical ventilators. The first inten-
sive care units (ICUS) were established in this
period.

ation of the public cost of care into individual treat-
ment decisions on a wide scale. These changes
have led to new concerns about possible under-
treatment and limitations on access to appropri-
ate care-concerns that are superimposed on the
unresolved questions about possible overtreat-
ment and about procedures for deciding whether
or when life-sustaining treatment should be with-
held or withdrawn.

Along with the increased awareness and alarm
about health care costs and expenditures, there
is a growing recognition among government offi-
cials, policy analysts, and the public of the growth
of the elderly population, both in absolute num-
bers and as a proportion of the whole population.
Elderly people are more likely to experience life-
threatening illnesses than younger people. Health
care costs are generally higher for elderly than
for younger people, and a significant percentage
of the medical care of elderly people is publicly
funded. Finally, since elderly people are the pri-
mary group covered by Medicare, they are also
the group affected by changes in Medicare pol-
icies. These factors and others discussed in this
chapter have focused public attention and con-
gressional concern on the use of life-sustaining
technologies for the elderly.

TECHNOLOGY

In the 1960s, cardiopulmonary resuscitation
(CPR), coronary artery bypass surgery, kidney
transplants, total parenteral nutrition, and radio-
therapy and chemotherapy for cancer were intro-
duced. Coronary care units (CCUs) were estab-
lished. The first heart transplant occurred in 1967.

The 1970s brought continued progress in the
treatment of cancer, heart disease, heart attack,
and stroke. With the introduction of the drug cy-
closporine in 1979, the biggest obstacle to success-
ful transplantation—immunological rejection—
was reduced. The first liver transplant occurred
in the 1970s, and heart and kidney transplants
became more common, In 1985, about 600 peo-
ple received liver transplants; 700 received heart
transplants; and about 8,000 received kidney
transplants (30). In 1982, an artificial heart was
placed in a living patient for the first time.
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The pace of technological change is increasing.
Although it is impossible to predict the next break-
through, new technologies to treat life-threatening
diseases are constantly being developed. In 1984-
85, OTA polled academic researchers, trade asso-
ciations, medical device companies, and govern-
ment analysts to identify medical technologies
likely to appear in the next 5 to 15 years. Responses
to the poll indicate that future developments in
life-sustaining treatments may occur in the areas
of artificial organs and transplanted organs and
tissues; cancer vaccines; implantable drug deliv-
ery systems for cancer and other diseases; and
immunosuppressive drugs, Improvements in med-
ical imaging and other diagnostic and informa-
tion technologies are expected to improve diag-
nostic accuracy and medical decisionmaking (201).

Some analysts say that we now have, or will soon
have, the capability to maintain biological existence
indefinitely (55). Others say that the timing of
death-once a matter of fate—is now a matter of
human choice (132,136)153).

Technology Development
and Diffusion

New medical technologies, including life-sustain-
ing technologies, are developed as an outgrowth
of basic biomedical and applied research and tar-
geted development (see fig. 2-1). Some are made

possible by engineering breakthroughs that allow,
for example, miniaturization of devices or the use
of a new power source.

The Federal Government pays for about half
of all health-related research and development.
Basic biomedical research is supported primarily
by the National Institutes of Health (NIH), but other
agencies of the Department of Health and Human
Services (DHHS), the Department of Defense, the
Department of Energy, the VA, and other Federal
agencies also fund health-related research (231).

Private industry and nonprofit organizations
pay for the other half of health-related research
and development. Most applied research and tar-
geted development is supported by private indus-
try (199). Nonprofit organizations, such as the
American Heart Association and the American
Cancer Society, fund both basic and applied bio-
medical research.

Since the Federal Government pays for such a
large proportion of health-related research, fund-
ing decisions by Federal agencies influence the
direction of research and the areas in which de-
velopment of new technologies is most likely. Mas-
sive Federal funding for research on heart dis-
ease in the 1960s and 1970s, for example, was an
important factor in the subsequent development
of new technologies for treatment of cardiovas-
cular disease.

Figure 2-1.—Technology Development and Diffusion
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Diffusion of new technologies into the health
care system results from decisions to adopt a tech-
nology by physicians, hospital administrators, and
others and decisions to use the technology by phy-
sicians and, to some extent, patients and their
families. Whether reimbursement for the tech-
nology is available obviously affects these deci-
sions (37)199). Since about 90 percent of hospital
care for persons of all ages is paid by private in-
surance and public programs, the coverage and
reimbursement policies of private insurance and
public programs strongly influence which tech-
nologies are adopted and used in hospitals. Medi-
care pays for about three quarters of the hospital
care of elderly people. The remaining one quarter
is divided about evenly between other public pro-
grams, primarily Medicaid and the VA, and pri-
vate sources, including private insurance and di-
rect payments by individuals (205). As a result,
Medicare policies and the policies of other public
programs and private insurers influence which
technologies are adopted and used for elderly peo-
ple (199,200).

Until recently, Medicare, most other public pro-
grams, and private insurers reimbursed hospitals
on the basis of costs they incurred in treating pa-
tients. Cost-based reimbursement generally en-
couraged the use of medical technologies. Medi-
care’s Part A prospective payment system (PPS),
introduced in 1983, reimburses hospitals at a fixed
rate per case, based primarily on the patient’s diag-
nosis, PPS, which is discussed at greater length
later in this chapter, is expected to encourage adop-
tion and use of technologies that reduce costs and
length of stay, and discourage adoption and use
of technologies that increase costs and length of
stay (199)200).

Public programs and private insurance gener-
ally pay for a smaller percentage of health care
expenditures in outpatient clinics, nursing homes,
and in the patient’s home than in hospitals, Never-
theless, the coverage and reimbursement policies
of public programs and private insurers are im-
portant determinants of the adoption and use of
medical technologies, especially very costly tech-
nologies, in these settings, For elderly people,
Medicare coverage and reimbursement policies
are most important.

The methods used by public programs and pri-
vate insurance to pay for physician services also
affect adoption and use of medical technologies.
Medicare’s current fee-for-service method of pay-
ing for physician services encourages physicians
to use medical technologies because they are paid
for each service performed. Similar payment
methods of other public programs and private in-
surance also encourage adoption and use of med-
ical technologies. Alernate methods, such as the
per capita payment method used by health main-
tenance organizations (HMOs), may discourage
adoption and use of some technologies (203).

The policies of public programs and private in-
surers that affect the adoption and use of medi-
cal technologies also influence the decisions of
medical device and drug manufacturers about
areas of research and product development. The
financial incentives created by PPS, for example,
are expected to encourage research and develop-
ment of technologies that reduce a patient’s length
of stay and reduce the cost of a patient’s hospi-
talization to the hospital.

Government Regulation, Coverage
Decisions, and Technology
Assessment

Drugs and medical devices are regulated by the
Food and Drug Administration (FDA). Medical pro-
cedures are not regulated by FDA, but the proc-
ess by which they are approved for coverage by
Medicare may involve an assessment of their
safety and effectiveness.

The Medical Device Amendments of 1976 that
mandated FDA regulation of new medical devices
defined three categories of devices based on the
potential risk associated with each category (23,
200):

+ Class | devices are those that generally present
little risk. Manufacturers must notify FDA be-
fore such devices are marketed and must con-
form to good manufacturing practices in pro-
ducing, packaging, storing, and installing the
devices.

* Class Il devices are those for which perform-
ance standards must be met, according to the
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1976 legislation. Most Class Il devices are now
regulated as if they were Class | devices,
however, because the required performance
standards have not been developed.

« Class Il devices are those that support life
and those whose use involves a relatively high
risk of illness or injury. Manufacturers are
required to demonstrate the safety and ef-
fectiveness of Class 111 devices before they are
marketed.

A 1984 OTA report on medical devices discussed
the FDA regulatory process in detail and con-
cluded that the effectiveness of the process could
not be determined because of lack of reliable in-
formation about the incidence of illness, injuries,
or other problems associated with the use of med-
ical devices (199). Since then, new regulations have
required manufacturers to report problems with
medical devices to FDA. The Health Industry Man-
ufacturers Association has complained that the
reporting requirements are vague, thus compli-
ance is difficult (54). Whether the requirements
ensure that serious problems in the safety and
effectiveness of medical devices will come to FDA'’s
attention is unclear.

Medicare, other government programs, and pri-
vate insurers generally do not cover drugs or med-
ical devices that have not been approved by FDA.
In addition, by law Medicare can only cover med-
ical technologies that are “reasonable and neces-
sary” for diagnosis, treatment, or improved func-
tioning of a malformed body part. Beyond these
basic requirements, which are themselves sub-
ject to varied interpretation, the criteria and pro-
cedures for determining which medical technol-
ogies will be covered by Medicare are even less
clear.

Some coverage decisions are made at the na-
tional level by the Health Care Financing Admin-
istration (HCFA). Most, however, are made by
Medicare intermediaries and carriers (the contrac-
tors who process Medicare claims in each geo-
graphic area). Thus, coverage decisions may vary
from one region to another. Sometimes they are
made on a case-by-case basis. National coverage
policies have evolved primarily in response to
guestions from individual contractors about pay-
ing for a specific technology, HCFA decisions about
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coverage have limited legal or regulatory author-
ity though, and contractors may or may not com-
ply with them (199,200 ).’

Some Medicare coverage decisions are based on
recommendations of the Office of Health Tech-
nology Assessment (OHTA) in the National Cen-
ter for Health Services Research and Health Care
Technology Assessment. OHTA assesses the safety
and effectiveness of medical devices and proce-
dures (127), but it evaluates only a small propor-
tion of the thousands of new technologies intro-
duced each year.

Some devices that FDA has approved for mar-
keting are not recommended for Medicare cov-
erage by OHTA, often because of a lack of dem-
onstrated effectiveness. HCFA is not required to
follow OHTA recommendations, however, and
some OHTA recommendations have been over-
ridden (37).

A recent report on technology assessment and
Medicare coverage decisions (112) recommended
many changes in the way that these decisions are
made, including the development of a uniform na-
tional process for coverage decisions, an expanded
role for OHTA in technology assessment and cov-
erage decisions, and the establishment of a national
panel of experts to assist with the evaluation of
medical and cost data to determine cost-effective-
ness. In April 1987, HCFA requested public com-
ment on new procedures for making coverage de-
cisions (62).

The Prospective Payment Assessment Commis-
sion (ProPAC), an agency established by Congress
to monitor PPS, advises DHHS about adjustments
in hospital reimbursement rates, including adjust-
ments required because of technological changes.
For this reason, it is charged with conducting and
sponsoring medical technology assessments. Thus
far, however, ProPAC has done little technology
assessment, primarily because of budget limita-
tions, and relies instead on published literature

'some medical device manufacturers believe that the arbitrary
nature of Medicare procedures for determining coverage discourages
private sector commitment to expensive R&D efforts on devices that
might be beneficial, especially devices targeted for nonhospital set-
tings (49).
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and other available information about safety and
effectiveness to back up its recommendations
(148).

NIH sponsors clinical trials to assess new tech-
nologies. NIH also sponsors consensus develop-
ment conferences that are intended to resolve
guestions about the clinical application of medi-
cal technologies. A panel, including research sci-
entists, physicians, nurses, patients, lawyers, ethi-
cists, economists, and others, evaluates available
information about a medical technology and then
issues a consensus statement. Since the initiation
of the consensus development process in 1977,
conferences have been held on about 60 topics,
including coronary artery bypass surgery (March
1981), critical care medicine (March 1983), and
management of pain (May 1986). With its focus
on clinical applications, the NIH consensus devel-
opment process goes beyond determination of
safety and effectiveness to address questions about
how the technology should be used and which
types of patients it will benefit.

In addition to OHTA and NIH, several States and
at least 45 private groups also have medical tech-
nology assessment programs, The American Med-
ical Association sponsors a Diagnostic and Thera-
peutic Technology Assessment Project, for example,
and the American College of Physicians sponsors
a Clinical Efficacy Assessment Project, The Amer-
ican Hospital Association, the Blue Cross and Blue
Shield Association of America, other insurers,
manufacturers, and universities also conduct med-
ical technology assessments (37,127,148).

TREATMENT

Hospitals and intensive Care Units

Over the past 20 to 40 years, the use of hospi-
tals as a setting for life-sustaining treatment and
as a place to die has increased. One reason for
this change is that the special equipment, highly
trained staff, and intensive monitoring needed by
patients receiving complex medical technologies
are usually only available in hospitals.

Hospital 1CUs were first setup in the 1950s pri-
marily to provide the intensive monitoring re-
quired by the large number of polio patients re-

Despite these assessment activities, some ana-
lysts complain that new technologies are intro-
duced into the health care system too soon, be-
fore there has been adequate evaluation of their
safety, effectiveness, and appropriateness for
specified applications (36,91). Other analysts sug-
gest that the lengthy period required for assess-
ment, approval, and coverage of new technologies
may hamper timely diffusion of valuable new tech-
nologies. One recent review found that an aver-
age of 62 months elapsed between the beginning
of the FDA regulatory process and final approval
of new devices for marketing. OHTA assessments
required an average of 26 months (37).

The Institute of Medicine recently established
a Council on Health Care Technology to encourage
the development and use of health care technol-
ogy assessment. The new Council will serve as
an information clearinghouse on technology assess-
ment. It will identify and develop assessment cri-
teria and methods, promote training and educa-
tion in technology assessment, and coordinate and
contract for technology assessments (87).

Some observers have suggested that one way
of lessening the problem of allocating scarce re-
sources on a societal level and improving individ-
ual treatment decisions is to provide physicians
with more and better information about the ef-
fectiveness of specific technologies (66,91,168).
This report discusses whether such information
is available with regard to elderly patients and
the five technologi es OTA studied.

SETTINGS

ceiving mechanical ventilation (27). By 1958, about
one-fourth of all community hospitals with more
than 300 beds had an ICU. Now at least 80 per-
cent of hospitals have an ICU (27).

Another reason for the increased use of hospi-
tals is the financial incentives for inpatient as op-
posed to outpatient treatment created by the Medi-
care and Medicaid programs enacted in 1965.
Although little information is available about the
use of hospitals for life-sustaining or terminal care
in the first decades of this century, and data for
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later periods are incomplete and frequently not
comparable, it can be shown that the greatest in-
crease in hospital use in the last year of life
occurred in the mid to late 1960s, after the intro-
duction of Medicare and Medicaid (170).

A third reason for the increased use of hospi-
tals as a setting for care of severely and termi-
nally ill people is that, unlike 40 to 50 years ago,
many Americans today have had little direct ex-
perience taking care of a very sick or dying per-
son. For this and other reasons, they may be un-
willing or unable to care for such persons at home
(512).

The shift to hospitals and other institutions as
a place to die began about the time of or just after
World War IlI, The percentage of people of all ages
who die in hospitals or other institutions increased
from 37 percent in 1937, to 50 percent in 1948,
and 61 percent in 1961 (170). By the 1970s, more
than 70 percent of all deaths occurred in hospi-
tals or other institutions (25,108), and the percent-
age may be even higher now (51,73).

Among elderly people, the percentage of per-
sons who die in hospitals decreases with age. In
1984, of all persons age 65 to 74 who died, 68 per-
cent died in hospitals, compared to 62 percent
of those age 75 to 84 who died, and about 50 per-
cent of those over age 85 who died (217). Con-
versely, the percentage of persons who die in nurs-
ing homes increases with age.

The use of hospitals and ICUs for the care of
severely and terminally ill people has two impor-
tant implications for decisions about life-sustaining
technologies. First, there is a general presump-
tion in favor of aggressive treatment in these set-
tings. Factors that contribute to that presumption
are the availability of equipment and skilled staff
in hospitals, the fact that hospitals and ICUs are
established to treat illness, the attitudes and train-
ing of many physicians and other health care
professionals, and the perceived vulnerability of
these institutions to malpractice charges for fail-
ure to treat.

Secondly, decisionmaking is often more complex
in multiperson settings than when only a single
physician, patient, and family are involved. Al-
though final authority for treatment decisions in

hospitals and ICUs may rest with the patient’s per-
sonal physician, the patient, and the family, many
other people, including consulting and staff phy-
sicians, residents, nurses, and allied health profes-
sionals, may have information about specific pa-
tients and expertise that are relevant to treatment
decisions. Representatives of the institution, in-
cluding administrators and lawyers, may have
both information and concerns about the impact
of these decisions on the institution. Clergymen
and other professional and lay counselors are also
often involved.

Sometimes these other health care professionals,
institutional representatives, and counselors play
as great or greater roles in implementing deci-
sions about life-sustaining treatments and respond-
ing to their effects than the patient’s primary phy-
sician or family. Nurses are a good example (141,
185). According to one observer:

The nurses do not set the course of treatment,
or decide when the treatment must end. The
nurses make no life-or-death choices for these
patients—not publicly anyway.

All the nurses do is cope with them, full time,
over and over again. All the nurses do is look
square in the face, longer and more directly than
anybody else in medicine or the law, at the effect
of decisions that other people make (70).

When the knowledge, perspectives, and values
of nurses and other persons involved in the care
of patients are not incorporated into the decision-
making process, conflict may arise with regard
to individual treatment decisions, professional
roles, institutional policies, or all three (116,141,
187)229,232). Such conflict generates pressure for
professional and institutional guidelines for deci-
sionmaking and sometimes erupts into legal
battles.

Nursing Homes

Nursing homes are a common treatment setting
for severely debilitated and terminally ill elderly
people, and thus a place where decisions about
life-sustaining treatments are made. Use of nurs-
ing homes has increased considerably since Med-
icaid, and to a lesser extent Medicare, reimburse-
ment became available. The percentage of all
elderly people living in nursing homes and homes
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for the aged grew from less than 2 percent in 1950
to about 5 percent in 1980 (107).

Nearly one-fourth of those over age 85 are in
nursing homes at any one time, and many very
old people die in nursing homes. In 1978, for ex-
ample, 38 percent of decedents over age 85 died
in nursing homes, compared to only 9 percent
of decedents age 65 to 74 and 23 percent of dece-
dents age 75 to 84 (119).

As in hospitals and ICUs, many different peo-
ple are involved in the care of nursing home resi-
dents and are thus aware of and potentially in-
volved in treatment decisions. This situation may
lead to some of the same decisionmaking prob-
lems in nursing homes as in hospitals.

Little is known about the presumption for or
against life-sustaining treatment in nursing homes.
Anecdotal evidence suggests that some nursing
homes present themselves to residents, families,
and the community as health care institutions in-
tent on rehabilitation of their residents. Some of
these facilities seek to minimize the awareness of
death in the facility and prefer to transfer resi-
dents to a hospital when death seems imminent.

Other nursing homes see themselves more as
a home for the resident. These facilities may pre-
fer not to transfer severely debilitated or termi-
nally ill residents to a hospital when death seems
to be imminent and may instead emphasize sup-
portive care in the nursing home. Even in these
facilities, however, fear of legal ramifications may
result in decisions to provide life-sustaining treat-
ment for such residents, sometimes in opposition
to the resident’s wishes, as the following exam-
ple suggests:

Home Health Care

Over the past 10 years, home health care has
become increasingly common, partly because of
the recognition that it can be less costly than hos-
pital or nursing home care; partly because most
people prefer to remain in their own homes; and
partly because technological developments now
make it possible to provide many life-sustaining
treatments, including mechanical ventilation, di-
alysis, nutritional support, and intravenous an-
tibiotics in the home (99).

Home health care has become “big business)”
with estimates for all home health care products
and services of $2 to $4 billion annually. Continued
growth is expected as a result of PPS and other
public and private cost-containment measures that
are resulting in shorter hospital stays and earlier
discharges (22)38,59).

Some observers fear that the involvement of pri-
vate businesses and the potential for financial
profit in home health care will lead to overuse
of life-sustaining technologies in the home for se-
verely debilitated or terminally ill persons who
may not benefit from them. Others fear that lack
of reimbursement for some life-sustaining treat-
ments provided in the home may wrongly restrict
their use. The report addresses the relationship
among treatment setting, patient selection criteria,
the availability of reimbursement, and the use of
the five technologies OTA studied.
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PERSPECTIVES ON LIFE-SUSTAINING TECHNOLOGIES AND
RELATED ISSUES

New life-sustaining technologies are generally
greeted with wonder and appreciation. Case his-
tories of people whose lives they have saved are
reported in the media, and the scientists, engi-
neers, clinicians, and patients involved in their de-
velopment and first use are regarded as heroes.
Recognition of problems associated with the tech-
nologies or their use for certain purposes comes
later.

This section reviews people’s opinions, beliefs,
and attitudes about life-sustaining technologies
and related issues as they have been reported in
the media, public opinion polls, and elsewhere.
Inclusion of statements and ideas in this section
does not imply their endorsement by OTA. Nor
does it suggest that they are widely held, except
where specific public opinion polls are cited. Like-
wise, the inclusion of case examples does not im-
ply that such situations occur frequently.

When these opinions, ideas, and case examples
are reported in the media, they generate public
and congressional concern about life-sustaining
technologies. They are cited here to describe the
context of the debate about these technologies,
to illustrate the diversity and intensity of opin-
ions, and to frame the issues that are addressed
in other chapters.

Opinions About Life-Sustaining
Technologies

In recent years, very negative opinions have
been expressed about the life-sustaining technol-
ogies discussed in this report. They are viewed
by some people as needlessly prolonging the dy-
ing process, and many instances of poor outcome
and patient suffering associated with their use
have been reported. For example:

« One man told the President Commission for
the Study of Ethical Problems in Medicine and
Biomedical and Behavioral Research that his
89-year-old mother’s ribs were broken dur-
ing a successful resuscitation attempt by a
hospital emergency room team. “She never
said another word, but moaned in pain the

whole time. | think this was a moral abomi-
nation” (60).

« A newspaper article described an 82-year-old
woman who was put on a mechanical venti-
lator following bypass surgery. She could not
talk because of the tubes in her throat but
wrote notes to her daughter, saying “Please
let me die.” The tubes were not removed, and
when she tried to pull them out herself, her
hands were strapped to the bed (122).

« Another article described a 77-year-old re-
tired school teacher who was admitted to a
hospital with end stage kidney and respira-
tory disease and placed on dialysis and a me-
chanical ventilator. After her death, her hus-
band said that if he had known what was
going to happen, he would not have brought
her to the hospital. “She didn’t take anything
by mouth so they fed her with an N.G. (nasogas-
tric) tube. She was constantly pulling at the
tape, trying to pull it out. She pulled it out
twice. They put it in a third time. It was a
heart-breaking experience” (96).

Mercy killings and suicides associated with the
use of life-sustaining treatments have also been
reported:

* In October 1984, a comatose 84-year-old
woman on a respirator in a Washington, DC,
hospital was stabbed to death by her 24-year-
old grandson. A newspaper report stated that
the family had been “bitterly divided about
whether to remove her from the machines
that were keeping her alive” (126).

* A newspaper article reported one physician’s
observation that a surprisingly high number
of dialysis patients are involved in fatal one-
car crashes into bridges and abutments—
deaths that are classified as accidents rather
than suicides (124).

Statistics and anecdotes demonstrating positive
outcomes of life-sustaining technologies are avail-
able and are cited throughout this report. More-
over, negative attitudes about life-sustaining tech-
nologies may not be related to the technologies
themselves, but rather to their use and outcome
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for individual patients. Many people acknowledge
that the same technologies that they view as un-
necessarily prolonging the suffering of a relative
or friend can also restore life and good or satis-
factory functioning for other patients.

The negative attitudes expressed in the anec-
dotes suggest, however, that there may be aspects
of some life-sustaining treatments that are unnec-
essarily painful or uncomfortable for patients.
Technological improvements that might lessen pa-
tient suffering associated with the treatments
could change some people’s opinions about them.
Aspects of each of the technologies that may be
particularly burdensome are noted in the report.

Perspectives on Withholding and
Withdrawing Life-Sustaining
Treatment

Some people believe that the process of dying
may be more fearful than death itself and that
in some cases, “death is not the enemy” (102).
These individuals oppose the use of life-sustaining
treatments in such cases and instead advocate
withholding or withdrawing treatment to allow
death to occur “naturally” (19,101,111,222).

Advocacy of natural death, or “death with dig-
nity” as it is often called, could not have existed
prior to the development and widespread use of
the technologies discussed in this report, At pres-
ent, the movement for “death with dignity”’—i.e.,
without machines, monitors, or tubes and with-
out the frantic final attempts to sustain life that
sometimes occur in hospitals and ICUs and to a
lesser extent in other health care settings-appears
to be growing. The expansion of hospice programs
in this country and a growing interest in pallia-
tive or supportive care attest to the appeal of the
“death with dignity” concept. Many advocates of
“death with dignity” also support the concept of
‘(the right to die”—i.e., the individual’s right to re-
fuse any treatment even if the outcome is death.

In contrast, other individuals and groups gen-
erally oppose withholding or withdrawing life-
sustaining treatment except when a patient is ter-
minally ill and expected to die imminently. In their
view, it is morally wrong to withhold or withdraw

life-sustaining treatment from patients who may
be comatose, severely debilitated, or terminally
ill but are not expected to die imminently. This
position is often called “the right to life” position.
Many advocates of “the right to life” and others
regard withholding or withdrawal of life-sustain-
ing treatment from patients who are not expected
to die imminently as discrimination against hand-
icapped or disabled people (52,83).

Recent growth in the movement for “death with
dignity” or “the right to die” is alarming to advo-
cates of “the right to life.” They believe that im-
plementation of the “death with dignity” concept
has resulted in or will result in denial of poten-
tially beneficial treatment, particularly for patients
who are mentally retarded, confused, or unable
to demand treatment for themselves for any rea-
son. Advocates of “the right to life” also fear that
“the right to die” will become a “duty to die” for
elderly and handicapped people (52,83). Some in-
dividuals and groups believe that nursing home
residents are particularly at risk of being denied
potentially beneficial treatment as a result of “the
right to die” movement and other factors (83,96).

Public opinion polls indicate that about 75 per-
cent of the public supports the idea that life-
sustaining treatments may be withheld or with-
drawn in some circumstances. Survey questions
have been worded differently and thus are not
strictly comparable; some stress that the patient
is terminally ill or that the life-sustaining treat-
ment is futile; others emphasize that the patient
and/or the family has requested withholding or
withdrawal.

A 1986 American Medical Association (AMA) poll
asked, for example:

Would you favor or oppose withdrawing life
support systems, including food and water, from
hopelessly ill or irreversibly comatose patients if
they or their families request it?

Seventy-three percent of the 1,510 respondents
favored withdrawing treatment in these circum-
stances; 15 percent were opposed, and 12 per-
cent were unsure (11); 75 percent of those under
age 65 favored the option, compared to 64 per-
cent of those over age 65.
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Another poll asked:

Medical technology now enables doctors to pro-
long the lives of many people who are terminally
ill. Do you believe doctors should stop using these
machines if the patient asks, even if that means
the patient will die?

Seventy-seven percent of respondents answered
yes; 15 percent, no; and 8 percent said they did
not know. Higher income and higher education
were associated with affirmative answers. More-
over, only 60 percent of blacks answered yes, com-
pared to about 80 percent of whites (122). Other
polls have also indicated a significant difference
in attitudes on these issues between blacks and
whites (31).

Many caveats have been raised about the valid-
ity of survey findings in this complex area. The
most important question is whether the findings
reflect what individuals would choose for them-
selves if they were the patient described in the
case situation. Neither of the surveys cited above
asked what respondents would want for them-
selves.

One study in an outpatient medical center (113)
asked respondents to suppose that they had such
a severe memory loss that they could not identify
people, remember where they were, or care for
themselves, and that there was no chance of re-
covery. Sixty-two percent of the 152 respondents
said they had thought a lot or a moderate amount
about what treatment they would want in such
a situation. Of these individuals, 73 percent said
they would not want intensive care; 71 percent
said they would not want CPR; 75 percent said
they would not want tube feeding; and 53 per-
cent said they would not want antibiotics for pneu-
monia. Patients over age 65 were more likely than
those under age 65 to say they would not want
tube feeding.

Anecdotal evidence suggests, however, that
some patients who say that they would request
withholding or withdrawal of life-sustaining treat-
ments may not do so when actually faced with
such a decision, OTA is not aware of any research
that addresses this question.

The mass media and widely read professional
journals contain commentaries criticizing physi-

cians for their attitudes and handling of situations
in which withholding or withdrawal of treatment
may be appropriate. The criticisms are often based
on anecdotes, and it is usually unclear whether
the author believes that the problems occur regu-
larly or rarely.

Physicians have been criticized in such commen-
taries for their reluctance or refusal to withhold
or withdraw life-sustaining treatments and for
their determination to postpone death until the
last possible moment. It is said that physicians re-
gard the death of a patient as a personal failure,
that they sometimes do not consider the patient
experience of the treatment in decisions to initi-
ate or continue it, and that they maybe ‘(seduced
by technology” (47,65,80,81,164,219). Physicians
and other health care professionals have also been
criticized for pressuring families to consent to life-
sustaining treatments for a severely debilitated
or terminally ill relative against the better judg-
ment of the family (135,164).

It has been suggested that a physician’s need
to treat may arise in part from a deep-seated fear
of dying and that the same fear may cause some
physicians and other health care professionals to
withdraw from dying patients. It is said that this
tendency to withdraw from a dying patient—
experienced by the patient as abandonment—may
be intensified when life-sustaining treatment has
been withheld or withdrawn thus signifying that
the patient’s condition is considered hopeless (80,
100,186,219).

Physicians have also been criticized for prac-
ticing “defensive medicine’ —i.e., providing all pos-
sible treatments regardless of their value to the
patient in order to avoid a possible lawsuit.

Lack of physician training in how to care for
dying patients whose diseases cannot be cured
is said to leave some physicians feeling helpless
when faced with such patients (80,89,100)219) (see
also ch, 10). One physician reported this experi-
ence during a 1984 hospital strike:

Onl e R N
urse's aid, 1 was called to a patie; der my
care who had breast cancer with diffuse metasta-
sis. She was on high doses of analgesics and nar-
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In some instances, the feeling of helplessness
caused by lack of an effective medical remedy for
the patient’s problem may lead physicians to ini-
tiate life-sustaining treatments that may not ben-
efit the patient.

While recognizing the validity of some of these
criticisms, physicians and others raise many
counter arguments. First, they point out that it
is frequently difficult to formulate an accurate
diagnosis and prognosis and to determine how
a particular patient will respond to a given treat-
ment. In the face of this uncertainty, many physi-
cians prefer to “err on the side of life” and initiate
treatment (90,110,140,225).

Some physicians and others point out that there
is almost always some chance a patient’s condi-
tion will improve. In a recent, widely publicized
case, for example, a 44-year-old woman who had
been in a coma for 6 weeks and experienced
cardiac arrest, a collapsed lung, and pneumonia,
suddenly came out of the coma, 6 days after a
Maryland judge denied her husband’s petition to
terminate life-sustaining treatment (4).

A physician reported a similar case:

Even though such cases are rare, they intensify
the doubts of physicians and others about with-
drawing treatment.

Physicians point out that treatment of severely
debilitated and terminally ill patients is a process—
not a single event during which a life-or-death de-
cision is made. Daily care of such patients involves
many decisions, each affecting whether the pa-
tient will survive. Even when prognosis is very
poor, physicians have difficulty knowing exactly
when to stop aggressive care and begin palliative
or supportive care.

Some physicians and others believe that physi-
cians have a duty to prolong life; that it is unethi-
cal for them to withhold or withdraw life-sustain-
ing treatment; and that such behavior destroys
the trust that underlies the physician-patient rela-
tionship. Others believe that continuing treat-
ments that do not benefit the patient or treatments
that are against the wishes of the patient destroys
this trust.

A survey of the attitudes of 250 physicians,
nurses, and social workers at three VA medical
centers suggest that some life-sustaining treat-
ments are more difficult to withhold or withdraw
than others. The study found that these health
care professionals were most comfortable with
Do-Not-Resuscitate (DNR) orders and withholding
surgery and most uncomfortable with decisions
to withhold nutritional support and hydration. In
the middle range were decisions to withhold an-
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tibiotics. Withholding treatment was perceived as
less difficult than withdrawing it (230).

Some physicians and other health care profes-
sionals are reluctant to withhold or withdraw life-
sustaining treatment because they have experi-
enced instances in which terminally ill or severely
debilitated patients who seem to be suffering
greatly and perhaps wanting to die, in fact want
continued treatment (69,78,90). One newspaper
reported the following incident:

A 77-year-old woman dying of lung disease in
the intensive care unit of a New York City Hospi-
tal had been on a mechanical ventilator for six
months. No treatment was known that could im-
prove her condition, and it was expected that she
would be dependent on the ventilator until she
died. Physicians in the ICU regarded her life as
very difficult and believed that she might prefer
to have the ventilator removed and die.

The doctor raised the issue with her. “Now, |
don’t want this to upset you. Nothing has changed
in your situation. But we have to ask you this now
so we will be better able to handle your care.”

She was not able to speak because of the venti-
lator, but she smiled.

“We are not optimistic we can take you off the
ventilator,” he continued. “We've known that for
a while, and we’re looking to send you to a nurs-
ing home. But we need to know, if something un-
expected should happen, if you should have an
irregular heartbeat, do you want usto resusm-
tate you?” |

The frail woman paus
then she nodded.

“You understand what I am asldng"

She nodded again. o

“As it stands, you want everyﬁxiag done'?”

To the surprise of the doctor and two others’s
standing at her bedside, she nodded yes again (97).

Some physicians and other health care profes-
sionals may also be reluctant to withhold or with-
draw life-sustaining treatment because they have
experienced instances in which patients decided
against treatment because they were depressed,
in pain, or in significant discomfort, but when
these problems were relieved, the patients decided
in favor of treatment. Others may have experi-
enced instances in which patients refused life-

sustaining treatment because they feared the pro-
cedures or equipment but changed their minds
when the procedures were explained (90). In-
stances in which patients change their minds for
these or any other reason tend to reinforce the
general preference of health care professionals
to “err on the side of life. ”

Opinions About “Quality of Life’as
a Factor in Decisions About
Life-Sustaining Treatment

Opinions about whether ‘(quality of life” should
be a factor in decisions about life-sustaining treat-
ment vary depending on what is meant by the
term, but its meaning is seldom made explicit. The
term may refer to:

. an individual’s view about the quality of his
or her own life,

. an observer’s assumption about how the in-
dividual views the quality of his or her own
life, or

. an observer’s evaluation of the quality of the
individual’s life.

From any of these three points of view, a judg-
ment about an individual’s “quality of life” may
be based on physical, mental, emotional, or so-
cial characteristics of the individual or his or her
environment. Severe cognitive impairment and
patient physical or emotional suffering are fre-
guently mentioned as aspects of poor “quality of
life.”

Whether “quality of life” should be considered
in decisions about life-sustaining treatments is
probably the point of greatest disagreement be-
tween advocates of “death with dignity” and ad-
vocates of “the right to life. ” In the opinion of ad-
vocates of “death with dignity, ” “quality of life”
from the patient's point of view should be a pri-
mary consideration in decisions about life-sustain-
ing treatment.

Advocates of “the right to life” argue, in con-
trast, that opinions about “quality of life” are, or
tend to become, judgments about the value of life,
and that treatment decisions based on “quality of
life” devalue it. According to one spokesperson
for this position:
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“Quality of life” talk abandons the substantive
concept of “life” in its focus on “quality,” suggest-
ing the extreme position that a life of poor health
quality is probably not even a properly human
life at all; not worth living, and not worth keep-
ing alive (149).

This position is usually based on an underlying
conviction about the sanctity of life. For exam-
ple, in testifying before the Senate Subcommit-
tee on Family and Human Resources, Paul Ram-
sey said:

Our nation is in a deep moral crisis, a crisis of
which road to take, the high road of faithfulness
to a fundamental principle of Western morality—

the equality of life—or the low road of discretion-

ary judgments concerning the quality of a life, per-
mitting private persons to assess that life’s inher-
ent capability or worthiness to be treated equally,
protected equally, as any other life would be
treated and protected.

In our moral heritage, equality of life stems from
the traditions of the religions of Western culture,
whose teaching is that each of us has his title to
life from God, from not only nature but nature’s
God, and certainly not from any State’s or socie-
tal or private judgment that that life may or may
not be entitled to equal care and protection. In
my view, the equality of life can be sustained as
a fundamental principle by acceptable notions of
the equal dignity, equal claims, of any life in a valid,
truly humanistic morality (159).

Advocates of “the right to life” believe that al-
lowing “quality of life” considerations in decisions
about life-sustaining treatment for any persons
in the society creates a dangerous precedent that
could ultimately threaten the fundamental rights
of handicapped people of all ages and subject them
to abandonment, abuse, and medical neglect (24,
79)149).

Little is known about the attitudes of physicians
and other health care professionals toward the
use of “quality of life” as a factor in health care
decisions. One study asked physicians to indicate
how they would treat a hypothetical patient—a
69-year-old nursing home resident in severe res-
piratory failure—and what factors in the case in-
fluenced their decision. Results of the study show
that 37 percent of the physicians based their de-
cision at least in part on the patient’s “quality of

life,” including 49 percent of physicians who said
they would withhold mechanical ventilation but
only 29 percent of those who said they would pro-
vide the treatment. The researchers note, how-
ever, that the physicians varied greatly in their
opinions about the “quality of life” of the hypothet-
ical patient (147).

Because of the lack of a clear and accepted defi-
nition of “quality of life” and because of the value
judgments it introduces into the decisionmaking
process, some people believe that “quality of life”
should not be a factor in decisions about life-sus-
taining treatment and that such decisions should
be based only on factors such as expected medi-
cal outcome. Others believe that “quality of life”
is an important component of outcome and thus
a necessary factor in treatment decisions.

The difficulty of determining whether “quality
of life” should be a factor in decisions about life-
sustaining treatment is summed up in the follow-
ing comment of one observer:

I am struck by how many in my limited circle
of acquaintances are willing to use and apply
measures of the quality of life, and how few of
them are comfortable with a serious and sustained
probing of precisely what it is. Many of us are
apt to respond as Fats Wailer did when asked to
explain the nature of jazz. “Man, ” he said, “if you
don’t know what it is, don’t mess with it.” In the
context of geriatric care, we cannot leave it there
—though perhaps it will turn out that we ought
not to mess with it (175).

Chapters 5 through 9 discuss what is known about
the use of factors that are sometimes said to con-
stitute “quality of life” in decisions about the five
technologies OTA studied.

Attitudes About the Patient's Role iIn
Decisions About Life-Sustaining
Treatment

Intertwined with opinions about life-sustaining
technologies, withholding and withdrawal, and
“quality of life”—but not synonymous with such
opinions—are attitudes about the patient’s role in
decisions about life-sustaining treatment. These
attitudes exist within the context of general so-
cietal attitudes about the importance of patient
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autonomy and patient involvement in decisions
about all kinds of medical care. These general so-
cietal attitudes may be based on:

1. growing awareness that decisions made with-
out the patient’s input may not reflect his or
her wishes or best interests;

2. widespread skepticism about what is seen as
the traditional paternalistic role of physicians;

3. court rulings that support patient autonomy
in decisions about medical treatment (see ch.
3); and

4. societal concerns about individual rights, civil
rights, and consumer rights that, although not
directly related to medical decisionmaking,
still affect attitudes about it (91,228).

In this general context, physicians have been
criticized for failing to discuss treatment decisions
of all kinds with their patients. The extent of this
problem is unclear. A 1982 survey, conducted for
the President Commission for the Study of Ethi-
cal Problems in Medicine and Biomedical and Be-
havioral Research, found that the vast majority
of physicians (84 to 98 percent) said they usually
discuss diagnosis, prognosis, and the pros and cons
of treatment with their patients. A smaller, but
still significant proportion of adults interviewed
for the same survey (68 to 78 percent) agreed that
their physicians usually discuss these matters with
them (118). No data are available to determine
whether physicians discuss decisions about life-
sustaining treatments with patients more or less
often than decisions about other treatments.

Many hypotheses have been advanced as to why
some physicians do not discuss treatment deci-
sions with some of their patients. Survey data
show that physicians believe that about 20 per-
cent of their patients are incapable of understand-
ing treatment options and that other patients who
are capable of understanding are, nevertheless,
incapable of coping with information about their
condition and treatment for it (118).

One observer points out that in the past physi-
cians had few specific remedies for diseases and
relied on hope and reassurance to comfort their
patients. These approaches depend on patient
trust, and physicians learned not to undermine
trust by disclosing their uncertainty about diag-
nosis, prognosis, or appropriate treatment. Ac-

cording to this view, some physicians may fail to
discuss treatment decisions with patients because
of reluctance to acknowledge uncertainty (95).

Although most people believe physicians are
sometimes justified in withholding information
from patients or overriding a patient’s decision
about treatment, in general, people strongly sup-
port the autonomy of the patient in the decision-
making process (118). A 1985 poll of 1500 Ameri-
cans age 45 and over found that only 14 percent
agreed with the statement, “A person who has
a fatal illness with no possibility of recovery should
receive all available types of life support to keep
them alive regardless of their own wishes” (em-
phasis added). Eighty-one percent disagreed, and
4 percent did not know. No significant differences
were found by age (5-year intervals to age 85) (155).

In response to a second statement, ‘(People who
have made their wishes known about life support
treatments should have their wishes followed,
regardless of the opinions of physicians or family
members, ” 81 percent of respondents agreed, 13
percent disagreed, and 6 percent did not know
(155).?

As discussed earlier, questions have been raised
about the validity of survey findings in this area.
Critics point out that the findings may reflect the
respondents’ attitudes about patient autonomy in
general and not necessarily the way respondents
want decisions made for themselves.

In fact, many health care professionals doubt
that the majority of patients actually want to make
decisions about medical treatments themselves.
One study of patient participation in decisions
about treatment for hypertension supports this
view. Although most of the subjects wanted in-
formation about their condition and its treatment,
78 percent preferred that a physician or nurse
practitioner make the decision about treatment,
and less than half of these even wanted the phy-
sician or nurse practitioner to consider their opin-
ions, Only 19 percent wanted to participate equally
in decisionmaking, and only 3 percent wanted to
make the decision themselves. Higher income and

‘0TA appreciates the generosity of the American Association of
Retired Persons (AARP) in including these questions in its 1985 poll
and providing the results for use in this report.
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education were correlated with an individual’s de-
sire to participate equally in decisionmaking (178).

Results of another survey showed that fewer
elderly than younger people wanted to make de-
cisions about their own treatment in the event
that they are “seriously ill” (see table 2-1), While
43 percent of respondents of all ages said they
wanted to make the final choice, only 23 percent
of those over 65 wanted to do so (118).

Views on Surrogate Decisionmaking

Survey data indicate that most people want a
family member to make treatment decisions for
them if they are decisionally incapable (see table
2-2). Yet a significant percentage would rather
have their physician or a friend or lawyer make
decisions for them in such situations (118).

Some physicians believe that asking families for
a decision about life-sustaining treatment is too
stressful for the family and that families should
not be asked to make these decisions. Others point
out that the decisions of family members do not
always reflect the patient’s wishes or best inter-
ests. In some cases, family members insist on
aggressive treatment that is considered inappro-
priate by the physician and other health care
professionals. In other cases, family members de-
cide that treatment should be withheld or with-
drawn for reasons that may be related to the needs
of the family rather than the wishes or best in-
terests of the patient. As a result, many physicians

Table 2-1.—Responsibility for Decisions About
Medical Treatment, Louis Harris Poll, 1982

Question: If you were seriously ill, would you want the responsibility of
making the final choices about your medical treatment or would
you want your doctor to make them for you?

Age

65
All18-34 35-50 51-64 and

ages years years years over

Response: % Y% % % %
Patient makes final choices .. ., 43 56 45 29 23
Doctor makes final choices ., ., 38 28 36 47 60
Both Y Y 14 14 15 17 12
Not sure, . . . . . . . . ... 43362

SOURCE Louis Harm & Associates, “Views of Informed Consent and Decisionmaking Parallel
Surveys of Physicians and the Public,”" President's Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral Research, Making Health Care De-
clslerrs, volll(Washington, DC U S Government Printing Off Ice, 1982)

TabLe 2.2.—Who Should Make Treatment Decisions
When the Patient is Too Sick To Decide,
Louis Harris Poll, 1982

Question: If you were too sick to make an important deci-
sion about your medical care, who would you want
to make the final decision for you—a family mem-
ber, a close friend, your doctor, or a lawyer appoint-
ed to protect your interests?

Response Percent
Afamilymember . ......... ... . ... 57
Aclosefriend. .. ....... ... ... .. . 2
Your doCtor. . . ... 31
Alawyer . ... 2
Doctor and family/friend . . ... ....... ... ... ... .. 6
Other . ... . ¢
Notsure . . ... . . 1

‘Less than 0,5 percent.

SOURCE: Louis Harris & Associates, “Views of Informed Consent and Decision-
making. Parallel Surveys of Physicians and the Public, " President's
Commission for the Study of Ethical Problems in Medicine and Bio-
medical and Behavioral Research, Making Health Care Decisions, vol.
Il (Washington, DC: U.S. Government Printing Office, 1982).

and others believe that families should not have
an absolute right to make these decisions (33,76,
90,110,116,172)177). According to two proponents
of this viewpoint:

We submit that the family’s rights vis-a-vis the
medical care of an adult are limited to ensuring
that the wishes of the patient are fulfilled and to
expressing their considered judgment regarding
what is in the best interest of the patient, given
their presumably more intimate knowledge of the
patient and his life and values. None of this, how-
ever, entails the proposition that a physician ought
to acquiesce to any and every desire expressed
by a family concerning the appropriate medical
care for an incompetent patient.

However sensitive the physician must be to the
emotions and concerns of family members, he
ought to remember that his covenant is with the
patient, not the family. It is a covenant to pursue
the welfare of the patient, not the welfare of so-
ciety or even the welfare of the family. When the
patient cannot speak for himself, we believe that
the physician must, to the best of his or her abili-
ties, speak for the patient (172).

The foregoing discussion raises many questions
about how decisions about life-sustaining treat-
ments are actually made, the usual roles of physi-
cians, other health care professionals, and fam-
ilies, and the extent to which patients are or could
be involved in the decisionmaking process. Be-
cause of the complexity of the clinical, legal, and
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ethical issues surrounding surrogate decisionmak -
ing, OTA commissioned three papers on this topic
and sponsored a workshop on “Making Medical
Decisions for Mentally Impaired Adults.” Some
conclusions of the workshop and the commissioned
papers are incorporated in this report. For a more
detailed and comprehensive presentation of the
issues, the reader is referred to the papers that
will be published by Milbank Memorial Fund Quar-
terly (50) or can be obtained from the National
Technical Information Service (see app. A).

Opinions About Euthanasia

Euthanasia, or mercy killing, is an act intended
to cause the death of a person who is suffering
from what is believed to be an incurable condi-
tion. The manner of death is intended to be pain-
less or at least to result in less suffering for the
individual than continuation of his or her exis-
tence as it is.

Many people make a distinction between an act
such as giving a patient a drug that causes death,
which they call euthanasia, and withholding or
withdrawing life-sustaining treatments, which
they do not call euthanasia. Other people refer
to an act such as giving a patient a drug to cause
death as “active euthanasia” and distinguish it from
withholding or withdrawing life-sustaining treat-
ment, which they call “passive euthanasia”; many
of these people believe that there are significant
legal and ethical differences between active and
passive euthanasia. A third group of people be-
lieves that the distinction between active and pas-
sive euthanasia is not meaningful and that both
practices are morally wrong.

With regard to what is sometimes called “ac-
tive euthanasia,” the National Opinion Research
Center has asked the following question periodi-
cally since 1947:

When a person has a disease that cannot be
cured, do you think doctors should be allowed
by law to end the patient’s life by some painless
means if the patient and his family request it?

In 1947, 37 percent of respondents said yes. By
1973, slightly over half said yes, and in 1983, 63
percent said yes (122). Similarly, 61 percent of re-

spondents to a 1985 Harris poll agreed that a “pa-
tient who is terminally ill, with no cure in sight,
ought to have the right to tell his doctor to put
him out of his misery” (181).

In contrast to these attitudes, most religions and
most ethical traditions oppose euthanasia (103) (see
ch. 4). The American Medical Association prohibits
any involvement of physicians in euthanasia (9),
and survey results indicate that far fewer physi-
cians than other adults consider euthanasia accept-
able. For example, one survey asked:

Imagine that a dying patient in severe distress,
which cannot be relieved, asks to have his life
ended. Under these circumstances, is it ethically
permissible to comply with the patient’s wishes?

Only 4 percent of physicians said yes, and only
2 percent said they would be likely to comply with
such a request (118). On the other hand, more
than 80 percent of physicians agreed that it is ethi-
cally permissible to administer pain relieving drugs
to a dying patient in severe distress, even if the
required dose would shorten the patient’s life.

Euthanasia, or mercy killing, is most likely to
occur when patients are believed to be incurably
ill and suffering but unlikely to die imminently,
Recent newspaper articles have reported the fol-
lowing:

+ A 68-year-old woman in Lynchburg, VA,
stabbed her 72-year-old husband to death
with an icepick because he was *“confused and
screaming with pain” caused by cancer (21).

* An elderly Florida man shot his wife to death
in the nursing home where she lived because
she had Alzheimer’s disease and spent much
of her time screaming (122).

+ An 86-year-old man shot his wife to death in
her hospital bed because she had Alzheimer’s
disease. He then shot and killed himself (123).

* A woman in La Jolla, CA, strangled her 92-
year-old husband in his sleep because he was
bedridden, suffering from emphysema, ar-
teriosclerosis, strokes, and hallucinations
(122).

In general, mercy killng is considered only when
a patient is not receiving a life-sustaining treat-
ment that could be withheld or withdrawn. Al-
lan Otten, a correspondent for the Wall Street
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Journal, describes such a situation in an article
entitled “Can’t We Put My Mother to Sleep?”

peacefullytosleep (1437?

Otten says that he was told by several doctors and
ethicists to take his mother home, bathe her, keep
her comfortable, and just let her die. He asks in
response whether “it must be done this slow, hard
way” and whether ‘(a pill, injection, or other hu-
mane method” could be found to end her suffer-
ing (146).

Reports like this one speak to the intense an-
guish that some people feel about what they per-
ceive as the prolonged suffering of a relative or
friend. Responses to Mr. Otten’s article ranged
from sympathy and support to outrage that he
would want “to kill his 90-year-old mother” (72,
224),

Mercy Killing is illegal, but most people have not
been prosecuted for it, or if prosecuted, they have
been acquitted or given probation. There are ex-
ceptions, however, and a few individuals have
been prosecuted and convicted (17).

Euthanasia seems to be more widely accepted
and perhaps more widely practiced in some other
countries than in the United States. In 1984, a
group of French doctors announced that they had
helped some patients to die by active measures,
including the use of medications. Their declara-
tion stated:

The moment has come for medical training and
institutions to respond to the demand for quality
in the last period of life and a death that prevents
suffering and preserves dignity (29).

Simultaneously, results of a poll were published
showing that 80 percent of French doctors favor
euthanasia for hopelessly ill patients (29).

In the Netherlands, the Dutch Association for
Voluntary Euthanasia has a group of volunteers
to answer questions and give advice about eu-
thanasia and a group of doctors who are in prin-
ciple willing to perform euthanasia. The associa-
tion insists that the patient must wish to die himself
or must be unconscious. It has published a book-
let detailing the drugs that can be used for mercy
killing (2). Euthanasia is illegal in the Netherlands,
but few doctors who perform euthanasia are pros-
ecuted. In 1985, the Dutch Government Commis-
sion on Euthanasia recommended national legis-
lation that would exempt physicians from
prosecution for euthanasia if mandated proce-
dures are followed. This legislation has not been
enacted (42).

The diversity of opinions and attitudes just de-
scribed with regard to life-sustaining technologies,
withholding and withdrawing treatment, “qual-
ity of life” as a factor in treatment decisions, pa-
tient autonomy, surrogate decisionmaking, and
euthanasia suggest that individuals involved in a
decision about life-sustaining treatment are likely
to differ in their perceptions of the situation and
their beliefs about how the decision should be
made and what the decision should be. Such differ-
ences of opinion can occur in decisionmaking sit-
uations that involve only a physician and a pa-
tient or a single family member, They are more
likely to occur, however, when more people are
involved, as they often are in hospitals, nursing
homes, and other multiperson treatment settings.

Many people feel very strongly about one or
more of the issues discussed in this section. This
intensity of feeling may be based on strong reli-
gious or moral convictions, prior experience, pro-
fessional training and socialization, or deeply
ingrained cultural values and mores. The serious-
ness and potential finality of decisions about life-
sustaining treatment and the emotionally charged
atmosphere that usually surrounds severe illness
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and the possibility of an individual's death fur-
ther intensify these strong feelings and beliefs.
Even individuals who do not feel strongly about
these issues in the abstract frequently develop
strong opinions in decisionmaking situations that

involve them personally. Thus, decisions about life-
sustaining treatments are likely to take place in
the context of intense and divergent feelings, be-
liefs, and attitudes of participants and potential
participants.

SOCIETAL RESPONSES TO THE DILEMMAS ASSOCIATED WITH
LIFE-SUSTAINING TECHNOLOGIES

Although life-sustaining technologies have had
a positive effect in general, the dilemmas associ-
ated with their use in some cases have given rise
to legal and ethical debate; court rulings; new
methods for the determination of death; State leg-
islation for living wills and methods for designat-
ing a surrogate decisionmaker; guidelines for deci-
sionmaking formulated by government-appointed
task forces and commissions, citizens’ groups,
professional associations, and others; institutional
policies for decisionmaking and institutional ethics
committees; Federal regulations; and hospice pro-
grams. This section reviews each of these devel-
opments briefly as background for subsequent
chapters.

Legal and Ethical Debate

Some issues raised in this report have been dis-
cussed since ancient times, but legal and ethical
debate about issues related to the use of life-
sustaining treatments has intensified since the
1950s as a result of the introduction of new med-
ical technologies. Since then a large body of knowl-
edge has been developed, consisting in part of le-
gal concepts and legal analysis and in part of ethical
principles and ethical analysis (see chs. 3 and 4).
Legal and ethical aspects of the debate about life-
sustaining treatments are interrelated. Moreover,
legal and ethical analysis has stimulated many of
the other developments discussed in this section
and in turn has been stimulated by them.

Observers have noted that each new technol-
ogy seems to raise new and to some extent unex-
pected legal and ethical issues (32,33). Yet most
of the debate about these issues has not focused
on specific technologies. In addition, although
there are exceptions, most legal and ethical anal-

ysis of these issues has not focused on elderly peo-
ple as a distinct group.

Finally, until recently, legal and ethical debate
has focused more on decisions about withhold-
ing and withdrawal—i.e., when it is legal or ethi-
cal to withhold or withdraw life-sustaining treat-
ment—than on questions of access or right to
treatment—i.e., what treatment is society legally
or ethically obligated to make available. As con-
cern has grown about the impact of cost contain-
ment measures on access to care, however, legal
and ethical debate has focused increasingly on
guestions of access and right to treatment.

Court Cases

The first court case to focus national attention
on the issue of withdrawing life-sustaining treat-
ment was that of Karen Quinlan, a 21-year-old
woman who was comatose and receiving mechan-
ical ventilation. In 1976, the New Jersey Supreme
Court ruled that her father could request removal
of the ventilator on her behalf (88). (When it was
removed, she began to breathe on her own and
lived another 10 years.)

Since the landmark Quinlan ruling, many other
cases involving life-sustaining treatments have
been decided. Table 2-3 lists the cases OTA is
aware of that involve elderly people. Many of these
cases are discussed in other chapters of the re-
port. Legal cases are not usually categorized by
the age of the individual involved, and this table
is not intended to suggest that different legal prin-
ciples apply or should apply to elderly people. It
is rather intended to show which technologies are
represented in cases involving elderly people and
the apparent change in this aspect of such cases
over the past 10 years.
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It is clear from table 2-3 that from 1980 to 1985 down in 1984. One case involving nutritional sup-
most cases involved the use of mechanical venti- port was decided in 1985; there were eight cases
lation. The first rulings on cases involving nutri- in 1986, and two as of early 1987, These figures
tional support for elderly patients were handed indicate that the legal issues associated with the

Table 2-3.—Legal Cases Involving Decisions About Withholding or Withdrawal
of Life-Sustaining Treatment From Elderly Patients

State Patient's age Case Technology

1977:

Massachusetts, 67 Superintendent of Belchertown State School v. Saikewicz ., Chemotherapy

1978:

Massachusetts, 67 In re Dinnerstein . . . . . . . . . . . . . . . . Resuscitation

Massachusetts. 77 Lane v.Candura . . . ... ... Amputation of gangrenous leg

New Jersey . . .. 72 In re Quackenbush . . . . . . . Amputation of gangrenous legs

Tennessee ., . 72 State Department of Human Servu:e V. Northern ............... Amputation of gangrenous feet

1980:

Massachusetts, 78 In re Spring. . . .. . . . Dialysis

Ohio ., ., . . ... , 70 Leach v. Akron General Medical Center Mechanical ventilation

Florida 73 Satz v. Perlmutter . . . . . . . ... Mechanical ventilation

1981 :

New York. 83 In re Eichner, .. Mechanical ventilation

California ... 67 Foster v. Tourtellotte. .. .......... ... . . . i Mechanical ventilation

1983:

New Mexico. ... 65+°  NewMexcoexrel Smthv. Fot. ...........o. Dialysis

Washington 69 In re Colder, e . . . . Mechanical ventilation

Texas . . . . ., 65+° In re Guardianship Estate of Peterson e Mechanical ventilation

1984:

New York. ., 88 In re Moschella , . . Mechanical ventilation

California 70 Bartling v. Superior Court Mechanical ventilation

Florida 65+ ° John F. Kennedy Memorial Hospital Inc. v. Bludworth . . . . ... .. Mechanical ventilation

ONO. . 70 Leach v. Shapiro® Treatment against patient wishes/
mechanical ventilation

Arizona . . .. ... 82 Lurie  v. Samaritan Health Service . . . . . . . . Mechanical ventilation

Massachusetts. . . . 92 Inre Hier, . . . . Nutritional support

New York. . . 85 In the Matter of Appllcatlon of Plaza Health and Rehabllltatlon Center, Nutritional support

1985:

Washington, DC, ., 71 Tune v. Walter Reed Army Medical Center .. Mechanical ventilation

New Jersey . . . . 83 In re Conroy .. .. . . Nutritional  support

New York. . . . 70 Saunders v. State . . . ..o Living  will

1986:

New  York, . 83 Inre Trarsi. . . . v o Mechanical ventilation

New York. ., ., 79 In re Vogel..... . . .. © e e e ... .. .. .. ... ... Nutrtional support

New York, ... 83 Inre Appllcatlon of Kerr (O Brlen) ...................... ...« . Nutritional support

New Jersey 90 In re Visbeck, ., ., . . . . . . ., . . . . . . . . . . Nutitional support

Hawaii . . ... ... 73 Wilcox v. Hawaii . . . . .. .. ... . Nutritional  support

Florida ... ., . . . 73 Corbett v. D'Alessandro .. ... . e e Nutritional support

Virginia . . 65+  Hazeltonv. Powhatan Nursing Home, Inc ..................... Nutritional support

Arizona ., ., 70 Rasmussen. Fleming . . . . . . . . . . . . . . Nutitional  support/resuscitation

Ohio , .. . . ... 79 Galinv. University Hospltals . . . . . . . . . . . .. ... . Treatment against patient wishes/
resuscitation

California ., 75 Cantor v. Weiss. . . . . . . . . . . . . . . . ... ... . . . Nutitonal support

1987:

New York. ... 79 Workman's Circle Home and Infirmary for the Aged v. Fink . . . . . .. Nutritional support

California . ... .. .. 92 Gary v. California. . . . . . . ... Nutritional - support

New Jersey 91 McVey v. Englewood Hospital Association ., . . . . . . . .. . . Treatment against patient wishes/

mechanical ventilation
aThe 1980 case Leach v Akron Genera/ Madical Center concerned a petition by Mrs Leach’s husband for an order 10 discontinue mechanical ventilation for her The 1984 case Leach V Shapiro involved

an action for damages against the doctor and hospital for the time Mrs. Leach was on mechanical ventilation Both cases are discussed (n ch 3
bThe_precise age of the patients in these cases is not known, although they are known 1o D€ over 65
CThe Patient sought Prior judicial validation of her living wij so thatitcouldpg Carried out without delay If her Condition deteriorated to the point at which she would want to refuse life-sustaining treatment

SOURCE Off Ice of Technology Assessment, 1987
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use of nutritional support are now most contro-
versial.

Most recent court decisions in cases of younger
patients also involve the use of nutritional sup-
port. Some cases of younger people are discussed
in other chapters.

Determination of Death

Standards for the determination of death are
relevant to decisions about life-sustaining treat-
ment because everyone agrees that such treat-
ment should not be used for persons who are
already dead. Two decades ago, the accepted
standard for determining death was the perma-
nent absence of respiration and circulation. Since
then, determination of death has become more
complex because respiration and circulation can
be maintained by artificial means even when the
brain centers that control respiration no longer
function and the whole brain, including the brain
stem, is dead (106,151). The concept of brain death
evolved as a solution to this problem.

In 1968, an Ad Hoc Committee of the Harvard
Medical School issued an influential report defin-
ing what the Committee called “irreversible coma”
and listing four clinical criteria for determining
it: 1) unreceptivity and unresponsitivity to even
the most painful external stimuli; 2) no spontane-
ous movements or breathing; 3) no reflexes; and
4) a flat electroencephalogram. It was stressed that
these four conditions should remain unchanged
for at least 24 hours and exist in the absence of
hypothermia and central nervous system depres-
sants (1). These criteria have been widely used
to determine brain death. One problem has been
the Harvard Committee’s use of the term “irre-
versible coma, ” which suggests to some people
that the criteria indicate permanent unconscious-
ness rather than brain death (92,151).

Beginning in 1970, many States enacted legisla-
tion recognizing brain death, but lack of uniform-
ity in the wording of these statutes, and thus lack
of agreement about when death had occurred led
to many proposals for a uniform legal definition
of death. When the President’s Commission for
the Study of Ethical Problems in Medicine and Bio-
medical and Behavioral Research was created in
1978, the problem of defining death was included

in its mandated studies. In 1981, the Commission
recommended a model State statute, the Uniform
Determination of Death Act, that defined death
as follows:

An individual who has sustained either (1) irre-
versible cessation of circulatory and respiratory
functions, or (2) irreversible cessation of all func-
tions of the entire brain, including the brain stem,
is dead (151).

The Commission concluded that the “determi-
nation of death must be made in accordance with
accepted medical standards” (151) but that the
standards should not be included in State statutes
or regulations because the tests for determining
death may change with the advent of new re-
search and technologies. The Commission’s report,
Defining Death, includes as an appendix clinical
guidelines for determining death formulated by
the Commission’s medical consultants.

Despite the recommendations of the President’s
Commission, controversy and confusion about
some aspects of the determination of death per-
sist. Moreover, some religious groups, such as Or-
thodox Jews, oppose the concept of brain death
because it violates their belief that a person is alive
until his or her heart and lungs have stopped func-
tioning.

State Legislation Authorizing Living
Wills and Methods for Designating
a Surrogate Decisionmaker

In response to the dilemmas associated with de-
cisions about life-sustaining treatment for persons
who are not decisionally capable, some States have
passed legislation authorizing living wills—docu-
ments that give directions from an individual about
that person’s preferences about life-sustaining
treatments in the event that he or she becomes
decisionally incapable in the future. The first liv-
ing will legislation was enacted by California in
1976, and seven States followed suit in 1977. Dur-
ing the next 6 years, only six States and the Dis-
trict of Columbia enacted living will legislation.
In 1984, the pace picked up, partly because of
growing public support for the terminally ill per-
son’s right to refuse unwanted treatment and
partly because of an apparent softening in the
Catholic Church’s opposition to such legislation.
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Between 1984 and 1986, 24 States passed living
will statutes. Thus, 38 States and the District of
Columbia now have such statutes.

Living will statutes in some States allow indi-
viduals to appoint a surrogate—a relative, friend,
lawyer, physician, or other person-to make
health care decisions for them if they become deci-
sionally incapable. In addition, all 50 States and
the District of Columbia, have durable power of
attorney statutes that allow individuals to appoint
a surrogate decisionmaker. General durable power
of attorney statutes were enacted primarily to au-
thorize proxies for financial and property deci-
sions, however, and there is some uncertainty
about whether they also authorize health care de-
cisions. In response to this uncertainty, 15 States
have enacted legislation that specifically author-
izes durable powers of attorney for health care
(43).

Since 1976, 15 States have enacted family con-
sent laws that give family members legal author-
ity to make health care decisions for terminally
ill or incapacitated adults (137). In States without
family consent statutes or specific court decisions,
there is still no legal authority for the widespread
practice of allowing family members to speak for
individuals who are not decisionally capable.

State guardianship laws allow a court to appoint
someone to make decisions for persons who are
adjudicated incompetent. Many guardianship laws,
like general durable power of attorney statutes,
predate concerns about the use of life-sustaining
treatment for persons who are not decisionally
capable and may not address these concerns ade-
guately.

Living wills, durable powers of attorney, fam-
ily consent laws, and guardianship laws are dis-
cussed in chapter 3.

Guidelines for Decisionmaking

In 1983, the President’s Commission for the
Study of Ethical Problems in Medicine and Bio-
medical and Behavioral Research published its re-
port Deciding To Forego Life-Sustaining Treat-
ment. Based on the results of public meetings and
the commission’s earlier work on informed con-

sent (152), defining death (151), and access to
health care (154), the report discusses: the ele-
ments of good decisionmaking, factors that con-
strain the patient decision, and special problems
of patients who are decisionally incapable or per-
manently comatose (153). Some conclusions of the
report are as follows:

* The voluntary choice of competent patients
should determine whether or not life-sustain-
ing treatments are given.

* Health care institutions and professionals
should try to enhance patients’ abilities to
make decisions on their own behalf.

* Health care professionals should generally
maintain a presumption in favor of life-sus-
taining treatment, while recognizing that com-
petent patients may refuse treatment.

* Health care professionals may decline to pro-
vide a given treatment option if it would vio-
late their conscience or professional judg-
ment, but in doing so, they may not abandon
the patient.

* Health care institutions or society may justifi-
ably restrict the availability of certain treat-
ment options in order to enhance equitable
allocation of limited resources.

* An appropriate surrogate, ordinarily a fam-
ily member, should be named to make deci-
sions for patients who are not decisionally
capable.

* Primary responsibility for ensuring that
morally justified processes of decisionmak-
ing are followed lies with physicians. How-
ever, health care institutions should develop
policies to enhance patients’ competence and
provide for the designation of surrogates.

* Special attention should be paid to providing
respectful, responsive, competent care for
people who choose to forgo life-sustaining
treatment.

The 1983 report of the President’s Commission
supports the establishment of institutional ethics
committees and passage of State legislation author-
izing living wills and durable powers of attorney
for health care (153), It has had a strong impact
on thinking about these issues over the past 4
years. Some “right to life” advocates object to the
report, however, because they believe it is biased
toward the “death with dignity” position.
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Several State task forces and commissions have
also studied or are studying issues associated with
the use of life-sustaining treatment. For example:

. In Minnesota, in 1984, the State Coalition on
Health Care Costs published its report, The
Price of Life: Ethics and Economics (136), that
discusses individual treatment decisions, al-
location of health care resources, and ration-
ing.

. In New York, a State Task Force on Life and
the Law is studying the problem of discon-
tinuing life-sustaining therapies for terminally
ill people and other issues raised by new med-
ical technologies.

« In New Jersey, a State Commission on Legal
and Ethical Problems in the Delivery of Health
Care is studying issues related to decisions
about life-sustaining technologies and alloca-
tion of health care resources.

In other States, citizens’ groups and groups asso-
ciated with quasi-governmental Health Systems
Agencies are also studying these issues. From 1982
to 1984, the Oregon Health Decisions Project, a
privately funded project linked to the State cit-
izens’” advisory council on health policy, held meet-
ings in local communities and with professional
groups to develop guidelines for health care de-
cisions and proposals to improve medical decision-
making in the State. The project resulted in a 1984
meeting at which delegates approved a document
entitled Society Must Decide, that delineates prin-
ciples and specific policy recommendations for
patient autonomy, access to services, cost control,
and resource allocation (46). Similar projects are
underway in Idaho, New Jersey, Wisconsin, Wash-
ington, and Orange County, California. In Colo-
rado, the State Hospital Association has developed
an educational game called ‘(Critical Choices” to
simulate difficult ethical dilemmas in health care
decisionmaking (218).

Professional societies have also issued guidelines
for decisionmaking. In 1982, the Judicial Council
of the American Medical Association issued a state-
ment on quality of life and care of the terminally
ill. It said in part:

In the making of decisions for the treatment of
... persons who are severely deteriorated victims
of injury, illness, or advanced age, the primary

consideration should be what is best for the indi-
vidual patient and not the avoidance of a burden
to the family or to society. Quality of life is a fac-
tor to be considered in determining what is best
for the individual.

The social commitment of the physician is to
prolong life and relieve suffering . . .For humane
reasons, with informed consent a physician may
do what is medically necessary to alleviate severe
pain, or cease or omit treatment to let a termi-
nally ill patient die, but he should not intention-
ally cause death .. . Where a terminally ill patient’s
coma is beyond doubt irreversible and there are
adequate safeguards to confirm the accuracy of
the diagnosis, all means of life support may be
discontinued (9).

In 1986, the AMA Council on Ethical and Judi-
cial Affairs amended this statement to add that
nutrition, hydration, and medications are among
the “life-prolonging” treatments that may be with-
held or withdrawn from persons who are termi-
nally ill and persons who are irreversibly coma-
tose even if death is not imminent (10).

In 1985, the Minnesota Medical Association is-
sued a statement, “Health Care for the Elderly—
A Minnesota Physician’s Perspective, ” that dis-
cusses the roles and responsibilities of patients
and physicians in decisions about life-sustaining
treatments (105). Many other State and local med-
ical associations have also issued guidelines for
decisions about these treatments (12,13,15,117).

In 1984, the American Geriatrics Society issued
a statement endorsing the patient’s role in deci-
sionmaking and the use of advance directives. It
stated that “the patient’s interests are not always
best served by applying all theoretically benefi-
cial treatments” and that patients should be of-
fered a full range of treatment options, “includ-
ing the option of supportive care for patients who
are dying” (5).

Organizations that represent hospitals, nursing
homes, and other health care facilities have also
issued statements about patients and physicians
rights and responsibilities in making medical de-
cisions, but these organizations have generally
stopped short of defining specific procedures that
should be followed in making such decisions. The
American Hospital Association’s “Patient’s Bill of
Rights” (8), issued in 1973, endorses the patient’s
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right to receive information about his or her diag-
nosis, treatment, and prognosis, and “to refuse
treatment to the extent permitted by law.” The
American Hospital Association has encouraged the
development of institutional policies for decision-
making (3,160).

In 1982, the American Health Care Association,
an association that represents nursing homes, is-
sued a report on methods for designating a sur-
rogate and making medical decisions for question-
ably competent nursing home residents (6). In
1984, the Association circulated a report on “Health
Care Decisionmaking in Long-Term Care Facil-
ities)” which encourages the development of in-
stitutional policies for “life-and-death” decisions
and discusses the considerations that should be
included in such policies (7).

This OTA report does not analyze the views of
different religious groups about life-sustaining
treatments. It is important to note, however, that
many different groups have issued statements on
the subject that have profound impact on the atti-
tudes and beliefs of their members. The state-
ments of the Catholic Church have had a particu-
larly strong impact. They include Pope Pius XII’s
1957 statement on ordinary v. extraordinary treat-
ments (150) and the “Declarations on Euthanasia”
issued by the Sacred Congregation for the Doc-
trine of the Faith in 1980 (166) (see ch. 4).

In 1983, the Law Reform Commission of Canada
released a report, Euthanasia, Aiding Suicide, and
Cessation of Treatment, that recommends that
euthanasia (the intentional killing of a person for
compassionate motives) and aiding suicide remain
illegal in Canada. The report also states that com-
petent patients have a right to refuse any medi-
cal treatment and that treating patients against
their will is assault under criminal and civil law
in Canada (104). It states that a presumption in
favor of treatment should be maintained but that
“quality of life” can be considered in treatment
decisions, and that a patient’s incompetence does
not require that physicians provide aggressive
treatment in all circumstances. Finally, the report
concludes that physicians, rather than courts,
ethics committees, or families, should be legally
responsible for ensuring that the patient’s rights
and best interests are upheld in the decisionmak-
ing process (48,104,177).

Institutional Policies

In response to a perceived need in individual
facilities and to the recommendations of national
and State commissions and professional associa-
tions, some hospitals and nursing homes have de-
veloped institutional policies for decisions about
life-sustaining treatment, Institutional policies can
specify that certain treatments are routinely used
or not used for certain kinds of patients; they can
designate a procedure for making treatment de-
cisions; or both. Most existing institutional pol-
icies for decisionmaking address only decisions
about resuscitation. A 1986 survey by the Joint
Commission on Accreditation of Hospitals (JCAH)
found that 57 percent of hospitals, 20 percent of
nursing homes, and 43 percent of hospices had
formal policies for decisions about resuscitation
(115) (see ch. 5 for a discussion of institutional
policies for decisions about resuscitation). Only
20 percent of hospitals, 15 percent of nursing
homes, and 21 percent of hospices had formal in-
stitutional policies for decisions about other life-
sustaining treatments.

A 1983 survey of hospitals in Minnesota found
that 86 percent had policies allowing physicians
to write Do-Not-Resuscitate (DNR) orders, and 44
percent had written protocols defining how DNR
decisions should be made. Forty-eight percent of
hospitals had policies allowing physicians to write
orders limiting treatments other than resuscita-
tion, but only 8 percent had written protocols
defining how these decisions should be made (133).

A similar survey of nursing homes in Minnesota
in 1984 found that 66 percent had policies allow-
ing DNR orders; 73 percent had policies allowing
limited treatment orders; and 18 percent had nei-
ther. Very few facilities had written protocols
defining either the content of DNR and limited
treatment orders or procedures for deciding on
such orders (134).

Some nursing homes have formal procedures
for ascertaining residents’ treatment preferences.
At one Baltimore facility, for example, the staff
determines within the first week after-admission
whether the resident is capable of participating
in decisions about his or her care. Soon thereafter,
decisionally capable residents are asked:
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While you are here, there may come a time
when you become too ill to communicate with us
about your medical care. Are there any specific
instructions you might want us to follow at such
a time? (109).

Resident responses provide a basis for further dis-
cussion of treatment preferences. These are re-
viewed every 2 months and whenever there is
a change in the resident’s condition. For those who
are not capable of decisionmaking, families are
involved, but not until a treatment decision is
needed, because the staff believes that families
should not have to make these decisions without
specifics on which to base them. A multidiscipli-
nary team is available to assist patients, families,
or staff in these decisions if needed (109).

Recently, some nursing homes have begun ask-
ing residents on admission or later in their stay
whether they want to execute a living will or dura-
ble power of attorney. At the Hebrew Home of
Greater Washington in Rockville, Maryland, for
example, social workers are meeting with groups
of residents who are considered decisionally ca-
pable to talk about living wills and durable powers
of attorney. Those who express interest are ap-
proached later individually to determine whether
they want to execute such a document (63).

Institutional Ethics Committees

Institutional ethics committees are multidiscipli-
nary groups established within a hospital or nurs-
ing home to address ethical dilemmas that arise
in the facility (45). Ethics committees were largely
unknown in this country prior to 1976, when the
New Jersey Supreme Court in its decision on the
Quinlan case cited an article about ethics com-
mittees by Karen Teel (184) and said that life-
sustaining treatment could be withdrawn if an
ethics committee agreed that there was no possi-
bility of Karen Quinlan ever returning to a *“cog-
nitive, sapient state” (88). Despite this statement
of the Court, few hospitals established ethics com-
mittees (45).

Impetus for the establishment of ethics commit-
tees came in 1983 and 1984 as a result of three
developments: 1) a case in Los Angeles in which
two physicians were charged with murder for
withdrawing intravenous nutritional support from

a comatose patient (see ch. 3); 2) endorsement of
ethics committees in the President’s Commission
report, Deciding to Forego Life-Sustaining Treat-
ment (153); and 3) publication of Federal regula-
tions on treatment of handicapped infants that
strongly endorse the establishment of infant care
review committees (45). It is estimated that half
to three-quarters of all hospitals now have an
ethics committee (44)68)) and some nursing homes
have ethics committees (226). (See ch. 3 for a dis-
cussion of the functions of ethics committees and
differences of opinion about their role vis-a-vis
the legal system).

The Baby Doe Regulations

From 1982 to 1986, controversy about the appro-
priate role of the Federal Government in decisions
about life-sustaining treatment for individual pa-
tients was focused on the Baby Doe regulations,
described below. Some observers suggested that
if these regulations were upheld in court, similar
regulations for elderly people, sometimes referred
to as “Granny Doe” regulations, might be forth-
coming (18,139). Since the Baby Doe regulations
were based on Section 504 of the Handicapped
Rehabilitation Act of 1973—Ilegislation that forbids
discrimination against handicapped persons of all
ages in programs that receive Federal money—
similar regulations for elderly people were cer-
tainly a possibility.

The Baby Doe regulations based on the Handi-
capped Rehabilitation Act of 1973 were struck
down by the U.S. Supreme Court in June 1986.
New Baby Doe regulations based on 1984 Amend-
ments to the Child Abuse Prevention and Treat-
ment Act are now in effect. A brief review of the
regulatory and legislative history of the Baby Doe
regulations is provided here because of its rele-
vance to questions about the potential role of the
Federal Government in treatment decisions for
elderly people.

In April 1982, a baby was born in Bloomington,
Indiana, with Down’s syndrome and esophageal
atresia, a defect that prevents normal feeding. His
parents refused consent for corrective surgery.
A circuit court judge upheld the refusal, the Indi-
ana Supreme decided not to intervene, and the
baby died. A month later, the Reagan Adminis-
tration notified hospitals that Section 504 of the
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Rehabilitation Act of 1973 required them to pro-
vide life-sustaining treatment for handicapped
newborns (139,161).

In March 1983, DHHS proposed several proce-
dures to implement Section 504 of the Rehabilita-
tion Act of 1983. They included: a requirement
that hospitals post notices warning against “dis-
criminatory failure to feed and care for handi-
capped infants” (61); a toll-free number—the Baby
Doe Hotline—to allow anyone to report suspected
denial of treatment to newborns to the Federal
Office for Civil Rights; and “Special Assignment
Baby Doe Squads” to investigate such reports (139).

Health care, medical, and nursing associations
strongly opposed the procedures, and they were
subsequently struck down, revised by DHHS, and
reissued in July 1983. In response to continued
criticism by professional groups, DHHS revised
the regulations again and reissued them in Janu-
ary 1984. The new regulations, which encouraged
hospitals to establish infant care review commit-
tees as a first forum for review of treatment deci-
sions were less objectionable to health care profes-
sionals (139).

Meanwhile, in New York in October 1983,
another baby, Baby Jane Doe, was born suffering
from spina bifida and other impairments. Her par-
ents refused surgery to enclose her spinal column,
and an unrelated individual brought suit to have
the surgery done. A lower court authorized the
surgery, but that order was reversed by the ap-
pellate court. Nevertheless, DHHS sought access
to Baby Jane Doe’s medical records to determine
whether there had been a violation of the Baby
Doe regulations.

In 1984, the U.S. Court of Appeals for the Sec-
ond Circuit affirmed lower court decisions that
denied the Federal Government access to the med-
ical records. The Court concluded that Baby Jane
Doe did not meet the definition of “handicapped
individual” in the Rehabilitation Act of 1973 and
that the act was never intended by Congress to
authorize Federal intervention in individual treat-
ment decisions (16,18).

The Federal Government did not appeal this de-
cision, but the American Hospital Association, the
American Medical Association, and other groups

used it to appeal the Baby Doe regulations. The
regulations were struck down in June 1984—a
decision that was affirmed by the U.S. Supreme
Court in June 1986 (16)18).

In the meantime, Congress had passed the 1984
Amendments to the Child Abuse Prevention and
Treatment Act. The amendments define medical
neglect to include withholding “medically indicated
treatment” from “disabled infants with life-threat-
ening conditions” and require State protective
service agencies that receive Federal child pro-
tective service grant funds to investigate reports
of medical neglect, so defined. In April 1985, DHHS
issued new regulations, also referred to as Baby
Doe regulations, to implement this legislation (139).
Because the new Baby Doe regulations are based
on legislation that applies only to children, they
could not be extended to cover treatment of
elderly persons. Federal legislation like the Child
Abuse Prevention and Treatment Act but for
elderly people remains a possibility, however.

Hospice

Hospice programs provide palliative or suppor-
tive care for terminally ill people, and thus are
an alternative to the use of life-sustaining tech-
nologies. The first hospice was established in this
country in 1973, and there are now about 1500
hospice programs (142). Hospice is a concept, not
a setting, and although most hospice programs
provide services to people at home, many also pro-
vide inpatient care in a hospital, nursing home,
or freestanding unit.

Hospice programs emphasize patient comfort
rather than curing or controlling disease. Allevi-
ation of pain is a primary objective, and patients’
emotional and spiritual needs are addressed as
well as their physical needs. Care is generally
highly individualized, and families are considered
part of the unit of care. Care is provided by a mul-
tidisciplinary team, including nurses, social work-
ers, home health aides, physicians, and others.
Volunteers are often trained to provide counsel-
ing, emotional support, and other services (57).

Since 1982, Medicare has included a hospice ben-
efit for enrollees who choose this type of care.
The patient’s physician must certify that the pa-
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tient is terminally ill—defined in Medicare regu-
lations to mean that the person’s life expectancy
is 6 months or less. While covered under the
hospice benefit, an individual waives some other
Medicare benefits, but he or she may revoke the
hospice election at any time. Medicare reimburse-
ment to hospice programs is based on the cost

of care for each patient, but there is a cap on the
average cost of care for all beneficiaries (188).

Many hospice patients are elderly. The National
Hospice Study, a study of 13,000 patients cared
for in hospices between 1980 and 1982, found that
35 percent were age 65 to 74, and another 30 per-
cent were over age 75 (71). The same study found
that 94 percent of the hospice patients had termi-
nal cancer. The large percentage of cancer patients
in hospices occurs in part because it is easier to
diagnose cancer patients as terminally ill and to
predict their life expectancy than to predict the
life expectancy of persons with other conditions
(170). Anecdotal evidence suggests that people
with organic dementias, such as Alzheimer’s dis-
ease, are seldom admitted to hospice programs
(221).

Many hospice patients, their families and friends,
and hospice staff point out the tremendous value
of hospice programs in helping patients and fam-
ilies face terminal illness and cope with the diffi-
cult physical and emotional aspects of dying (41,
227). Without questioning the positive effects of
hospice for some patients, observers have raised
guestions about several aspects of the hospice con-
cept and its implementation that are relevant to
this report.

First, some observers argue that hospice prac-
tices cause some terminally ill people to die sooner
than necessary because hospice patients forgo life-
sustaining treatments that might extend their lives
and because hospice programs use medications

that may shorten patients’ lives. In addition, be-
cause diagnosis is uncertain, it is suggested that
some hospice patients may have curable condi-
tions that are missed because they have decided
in favor of palliative care only (67). Advocates of
hospice care argue in response that the benefits
of this approach for the great majority of patients
far outweigh these considerations.

Second, some research suggests that the care
received by patients in some hospice programs
may not differ significantly from conventional
care. In one study, for example, terminally ill can-
cer patients treated in a hospital-based hospice
program were compared with similar patients
who received conventional care, The hospice pa-
tients reported more satisfaction with their care
than the other patients, but there was little differ-
ence between the groups in number of invasive
and curative treatments and no significant differ-
ence in depression, anxiety, or the frequency and
intensity of pain reported by the patients (93,94).
In contrast, the National Hospice Study found that
hospice patients received significantly fewer in-
tensive medical interventions and diagnostic tests
than conventional care patients; there were few
differences between the two groups in pain and
other symptoms accompanying terminal illness
or in patient satisfaction with care, however (71).

Many people argue that hospice care is less ex-
pensive than conventional care. Some studies sup-
port this contention, and others do not. Whether
the cost of hospice v. conventional care is an im-
portant consideration in deciding whether hospice
care should be available as a treatment option is
another point of disagreement. In this context,
many people argue that it is inappropriate to con-
sider the cost of care and that the important con-
siderations are how to provide appropriate med-
ical care (67) and/or how to minimize patient
suffering,

THE COST OF CARE

Total health care expenditures in the United
States (including both acute and long-term care
expenditures) constitute about 11 percent of the
Nation’s gross national product (GNP) —among the
highest levels in the world. In 1984, these expend-

itures amounted to more than $380 billion, the
equivalent of about $1,600 per person. Expendi-
tures have increased dramatically in recent dec-
ades, whether measured in actual dollars, in
spending per capita, or as a proportion of the GNP.
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In 1960, for example, total health care expendi-
tures constituted only 5.3 percent of the GNP,
$26.9 billion, and $146 per capita (192).

This growth in health care expenditures has
raised questions about the proportion of national
resources allocated to health care and about how
health care dollars are allocated among different
age groups and different types of care. With re-
gard to the latter question, the following figures
are frequently cited:

. Health care expenditures for the Nation’s 29
million elderly persons account for about one-
third of all health care expenditures, although
the elderly constitute only about 11 percent
of the population.

. Medicare expenditures (which are primarily
for hospital and physician services) are con-
centrated in a small proportion of users. In
1982, for example, 1 percent of Medicare en-
rollees over age 65 accounted for 20 percent
of all Medicare expenditures, and the top 5
percent of Medicare enrollees over age 65 ac-
counted for more than 50 percent of Medi-
care expenditures (162).

. Medicare expenditures are concentrated in
the end of life. The 5.9 percent of Medicare
enrollees who died in 1978, for example, ac-
counted for 27.9 percent of all Medicare ex-
penditures: 30 percent of this was spent for
care in the last 30 days of life, 46 percent for
care in the last 60 days of life, and 77 per-
cent for care in the last 6 months of life (119).

. Finally, a small proportion of persons who
die incur very high Medicare expenses in the
last year of life. Three percent of elderly Medi-
care enrollees who died in 1978 had Medi-
care expenditures of over $20,000, and 1 per-
cent had expenditures over $30,000 (119).

These figures are often cited to suggest that the
Nation spends too much on expensive medical care
for elderly people, especially in the end of life.
This expensive care is assumed to include “heroic
measures, ” such as the life-sustaining technologies
discussed in this report, and it is implied, and
sometimes stated openly, that such care is wasted
on people who are going to die anyway. It is also
sometimes suggested that public resources now
spent on expensive treatment for elderly people

who are going to die anyway should be spent in-
stead on preventive health care, medical care for
younger people, improvements in long-term care
for elderly people, or other public programs, such
as education.

This section discusses the cost of care in the
end of life and provides brief background on sev-
eral related topics —determining health care costs,
how technology affects costs, public programs that
pay for health care for elderly people, and the
concept of a “right to health care. ”

Determining Health Care Costs

Determining health care costs is difficult because
of the many components that makeup total costs
and the ambiguous relationship between costs,
charges, and expenditures for health care. Health
care costs can include direct, indirect, and intan-
gible costs. Direct costs are the value of products
and services related specifically to the diagnosis
or treatment of an illness. They include medical
costs, such as nursing personnel, equipment, and
medical supplies, and nonmedical costs (e.g., travel
to a physician’s office, special foods, or home-
maker services). Indirect costs of health care are
the value of lost opportunities, such as lost income,
related to mortality or morbidity. Intangible costs
include pain, suffering, and other outcomes of ill-
ness that are difficult to measure. Information
about the costs of medical interventions is often
difficult to obtain, and even when costs are re-
ported, they rarely include indirect or intangible
costs or even nonmedical direct costs.

Frequently, the only available information about
the cost of medical interventions is charges (i.e.,
billed amounts) or expenditures (i.e., payments).
But charges and expenditures may not accurately
reflect costs for a variety of reasons not discussed
here. Sometimes only Medicare expenditure data
are available, but they do not include the Medi-
care deductible and coinsurance paid by the ben-
eficiary, charges for Medicare-covered products
and services that are greater than allowed charges,
or the cost of products or services that are not
covered by Medicare, including outpatient drugs
and most nursing home care. Information in this
report about costs, charges, and expenditures
should be viewed with these shortcomings in
mind.
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The Cost of Care at the End of Life

As indicated, a significant percentage of Medi-
care expenditures is for elderly people at the end
of life. Research shows that expenditures for per-
sons who die are significantly greater than expend-
itures for persons who do not die (128,210,211,
212). One frequently cited study (119) found, for
example, that Medicare expenditures in 1978 were
six times higher for elderly enrollees who died
than for enrollees who did not die in that year,

These figures compare Medicare expenditures
for people who died with expenditures for all
other elderly Medicare enrollees, some of whom
were not sick and some of whom used no Medi-
care-covered services. In general, people who die
have been sick, and health care expenses are
higher for people who are sick than for people
who are not. This obvious point is sometimes for-
gotten in discussions about the cost of care at the
end of life.

Ninety-two percent of Medicare enrollees who
died in 1978 used some Medicare-covered serv-
ices in their last year of life compared to only 58
percent of Medicare enrollees who did not die
(119). When expenditures for these two groups
of users are compared, Medicare expenditures are
four times higher for those who died than for
those who did not die (instead of six times higher
as cited above). Thus, part of the explanation for
higher Medicare expenditures for those who died
is the greater likelihood that they used at least
some Medicare-covered services in their last year
of life.

The relatively high percentage of all health care
expenditures for elderly people (29 percent) com-
pared to their proportion of the population (11
percent) is also explained at least in part by the
higher prevalence of illness and death among
elderly people. In 1984, for example, nearly 70
percent of all decedents were elderly (216). Some
people conclude from these arguments that high
Medicare expenditures for elderly people who are
sick or dying are reasonable and to be expected
and that Medicare was enacted precisely to pay
for hospital and other acute care for such people.

Although it is true that elderly people who die
incur greater Medicare expenditures than those

who do not die, most elderly people who die do
not incur high Medicare expenditures. Data pre-
sented in table 2-4 show that 69 percent of elderly
Medicare enrollees who died in 1978 incurred less
than $5)000 in Medicare expenditures and 45 per-
cent incurred less than $2,000 in Medicare expend-
itures. Moreover, average Medicare reimburse-
ment for persons who die decreases with age. In
1978, average reimbursement for persons over
85 who died was only about half the average reim-
bursement for persons age 67to69whodied(119).

No data are available to determine how much
is spent on life-sustaining treatments for elderly
persons who die, but high health care expenses,
especially hospital expenses, are sometimes as-
sumed to indicate the use of life-sustaining treat-
ments. Further inspection of the data in table 2-4
shows that among the approximately 10)000
elderly persons who received more than $30,000
in Medicare reimbursements in 1978, 5000 lived,
and 5,000 died in that year. Among all those who
received $20,000 to $29,999 in Medicare reim-
bursements, 20,000 lived, and 19,000 died. If high
Medicare expenditures do indicate the use of life-
sustaining treatments, these data suggest that at
least half of those who received such treatments
lived.

Even so, it could be argued that the expendi-
tures for people who died were wasted. Scitovsky
points out, however, that persons who die can only
be identified in retrospect:

It is easy enough, of course, to designate a pa-
tient as terminal or as dying retrospectively but
an entirely different matter to do so prospectively.
Despite the enormous advances of modern medi-
cine in the past 50 years or so, medical prognosis
is still highly uncertain. In fact, modern medicine,
by vastly increasing the armamentarium at the
physician’s disposal, may well have increased the
difficulty and uncertainty of medical prognosis
compared to the days when the physician could
do little more than give moral support to the sick.
Today, predicting imminent death with any de-
gree of certainty is difficult in the case of most
patients, and predicting death 12 or 6 or even 3
months in advance well-nigh impossible (170).

When the cost of care for persons “in the last
year, 6 months, or 30 days of life is reported in
the media, it is sometimes erroneously assumed
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Table 2-4.—Medicare Reimbursements for Decedents in
Their Last Year of Life and Survivors in 1978

Survival status

Decedents Survivors
Number of Amount of Number of Amount of
enrollees reimbursements enrollees reimbursements
Reimbursement interval in thousands in millions in thousands in millions
Total................... 1,142 $4,969 18,342 $13,365
NO reimbursement. . . . . .. 89 0 7,679 0
Lessthan $100.......... 86 4 3,597 159
$100 to $1,999 336 279 5,111 2,917
$2,000 to $4,999: ;11511 274 919 1,252 3,984
$5,000 t0$9,999 ......... 217 1,546 516 3,540
$10,000 to $14,999.. .. .. .. 84 1,024 124 1,485
$15,000 t0 $19,999 . ... ... 32 552 37 627
$20,000 t0 $29,999 . ...... 19 439 20 479
$30,000 andover........ 5 205 5 173
Percent distribution
Total. .................. 100 100 100 100
No reimbursement. . . . . .. 8 42 0
Less than $100 . ......... 8 ) 20 1
$100 t0 $1,999.......... 29 28 22
$2,000 t0 $4,999 . ........ 24 18 7 30
$5,000 t0 $9,999 . ........ 19 31 3 26
$10,000 to $14,999 ....... 7 21 11
$15,000 t0 $19,999 . ...... 3 1 0 5
$20,000 to $29,999 . ... ... 2 9 )
1

$30,000 and over . .......

4

=
~

a

‘Less than 1 percent

SOURCE J Lubitz, and R Prihoda. “The Use and Costs of Medicare Serivcesin the Last 2 Years of Life.” Health Care Financ-

ing Review 5(3)11 7.131, 1954,

that their deaths were predictable. But accurate
predictions are seldom possible.

The findings of one study conducted in an ICU
(53) are relevant to this point. When each patient
was admitted to the ICU, a physician estimated
the probability that the patient would survive to
be discharged from the hospital. Results of the
study indicate that 9 percent of admissions ended
in the death of the patient, and these patients ac-
counted for 17 percent of all charges. Mean
charges for patients given less than a 50 percent
chance of survival were twice as high as mean
charges for patients given a greater than 50 per-
cent chance of survival. However, among sur-
vivors, the highest expenditures were for patients
given a low probability of survival. Likewise,
among nonsurvivors, the highest expenditures
were for patients given a high probability of sur-
vival. The researchers concluded:

Our study confirms the association between
high cost and poor outcome, and documents a sim-
ilar relation between high cost and a poor prog-
nosis . ... However, these two results do not

follow from each other; the relations between
prognosis, expenditure, and outcome are more
complex than can be appreciated when a study
focuses only on nonsurvivors or on subsets of pa-
tients with the poorest prognosis or the highest
costs .

Among nonsurvivors, the highest charges were
due to caring for patients who were perceived
at the time of admission as having the greatest
chance of recovery. Among survivors, the high-
est charges were incurred by those thought to
have the least chance of recovery. Patients with
unexpected outcomes (death for the patient with
a good prognosis or survival for the patient with
a poor prognosis) incurred the greatest costs.

Our findings emphasize the importance of clin-
ical uncertainty in determining resource expend-
itures for the critically ill; when the outcome is
least expected, the expenditures are greatest (53).

Many analysts have suggested that better infor-
mation about the expected outcome of treatment
for different types of patients could improve clin-
ical decisionmaking. For this reason, OTA com-
missioned a paper on “Classification Systems for
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Decisionmaking for Critically Il Elderly Patients”
and sponsored a workshop on this topic. The con-
sensus of experts at the workshop was that exist-
ing classification systems, while valuable for many
administrative and research purposes, are not
sufficiently precise to be used for individual treat-
ment decisions, *

It is frequently said that increased use of ex-
pensive life-sustaining treatments for terminally
ill patients is responsible, at least in part, for ris-
ing health care costs. Scitovsky (170) has argued
that the data do not support this contention, and
recent analyses of Medicare expenditures for
elderly enrollees in 1967, 1975, 1979, and 1982
support her conclusion. The data show that over
the past 20 years, average Medicare expenditures
for persons who die have increased at about the
same rate as Medicare expenditures for persons
who survive. According to HCFA analysts, these
data indicate that “expensive methods of prolong-
ing the lives of terminally ill patients are not the
culprit behind increasing Medicare program ex-
penditures” (162).

The preceding discussion of health care ex-
penses at the end of life is based almost entirely
on analysis of Medicare expenditures and there-
fore only accounts for services that are Medicare
reimbursable—primarily hospital and physician
services. An important component of the total cost
of life-sustaining treatments that is left out of the
analysis is the cost of nursing home care. Medi-
care pays for only about 2 percent of nursing
home care in this country, but many severely de-
bilitated and terminally ill elderly persons spend
some time in a nursing home, and some die there.

The true cost of nursing home care associated
with the use of life-sustaining technologies could
be said to include the cost of care for people re-
ceiving life-sustaining treatments in a nursing
home and the cost of care for nursing home resi-
dents who are alive because they ever received
life-sustaining treatments in any setting. Some in-

‘Some findings of the paper and workshop are incorporated in
this report. The reader is also referred to the commissioned paper
that is available from the National Technical Information Service
(see app. A).

formation is available about how many nursing
home residents receive each of the treatments
OTA studied, but no data are available on the num-
ber of nursing home residents who are alive be-
cause they have ever received any life-sustaining
treatment in any setting.

One retrospective study of medical care ex-
penses in the last year of life for 365 persons cared
for by physicians at a California clinic in 1983 and
1984 (171) provides information about the cost
of all types of care received by the patients. The
study found that the average expense for medi-
cal care in the last year of life was $22,597. Sixty
percent of this was spent for hospital care; 20 per-
cent for physician services; 13 percent for nurs-
ing home care; and 8 percent for home health
care.” Total average expenses decreased with
age, from $27,939 for decedents under age 65,
to $25,418 for decedents age 65 to 79, and $17,720
for decedents over age 80. Average expenses for
hospital care and physician services decreased
with age: average expenses for physician services,
for example, were $8,339 for decedents under age
65, $5,098 for those age 65 to 79, and $2)177 for
those over age 80. Conversely, average expenses
for nursing home and home health care increased
with age: average expenses for nursing home care
were $326 for decedents under age 6.5, $1,262
for those age 65 to 79, and $5,407 for those over
age 80.

The same study compared medical care ex-
penses in the last year of life for decedents with
different levels of functional ability defined in
terms of patients’ ability to dress, bathe, and toi-
let themselves, and to transfer from bed to chair
independently. Average medical care expenses
were significantly lower for persons who were
unable to perform any of the functions independ-
ently throughout the 12-month period than for
persons who were able to perform all four func-
tions independently throughout the 12 months
prior to their death (171). Hospital expenses were
sharply lower for persons with impaired func-
tional ability than for persons with unimpaired
functional ability. Conversely, nursing home and
home health care expenses were higher for per-

‘Percent figures do not sum to 100" percent due to rounding.
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sons with impaired functional ability. The author
concludes:

Data on the relationship between functional sta-
tus and intensity of care as indicated by expenses
for hospital and physician services strongly sug-
gest that the patients who got intensive care in
their last year of life were persons who were func-
tioning well during this period, whose prognosis
was likely to have been good, and who were not
the kind of patients a physician would feel justi-
fied in “letting die. ” By contrast, persons who were
in poor functional condition received largely sup-
portive care but very little intensive hospital and
physician services (171).

When medical expenses for persons of differ-
ent ages with similar functional abilities are com-
pared, the difference in their use of specific serv-
ices is striking. Among persons who were able
to function independently, for example, those un-
der age 65 had average expenses for hospital care
of $40)227, compared to $20,864 for those age
65 to 79 and $12)642 for those over age 80. These
figures suggest some implicit rationing by age for
hospital care (171).

A 1984-85 study of the last days of life of elderly
decedents in Connecticut, sponsored by the Na-
tional Institute on Aging, will provide further in-
formation about the relationship between serv-
ice utilization and the functional ability of the
individual. Results of the study are due to be re-
leased in late 1987 (34).

In summary, only a small percentage of elderly
people who die incur high Medicare expenditures
in their last year of life, and of all Medicare en-
rollees with high Medicare expenditures, half or
fewer die. Thus, what is generally perceived as
“the high cost of dying” may be better described
as the high cost of medical care for sick people,
some of whom live and some die. Over the past
20 years, Medicare expenditures for persons who
die have increased at about the same rate as Medi-
care expenditures for people who survive. Thus,
the increase in Medicare expenditures over that
time is not due to disproportionate use of expen-
sive life-sustaining treatments for people who die.
Finally, the limited available information on all
medical expenses in the last year of life indicate
that average expenses decrease with age and func-
tional limitations of the patient and that persons

with poor functional ability have significantly
lower expenses for hospital care but higher ex-
penses for nursing home and home health care
than persons with unimpaired functional ability.

How Technology Affects
Health Care Costs

Increases in health care costs can result from
increases in the number of persons receiving care;
wage and price inflation; and changes in service
intensity, which includes changes in technology
use. There is a widespread impression that new
medical technologies are a major cause of rising
health care costs. A 1984 OTA report found that
increases in service intensity, including the use
of new medical technologies, accounted for about
one-fourth of the 93 percent increase in per cap-
ita hospital costs from 1977 to 1982 and for a
smaller percentage of the increase in nonhospi-
tal costs over the same period (199).

Clearly the impact of technology on health care
costs should not be evaluated in isolation from
its effect on quality of care. There is evidence,
however, that some technologies are overused and
thus raise health care costs without improving
quality of care (199). Overuse is sometimes blamed
on what is called the “technological imperative)”
that is, the belief that if a technology exists, it
should be used. Other reasons for overuse of med-
ical technologies are: 1) physicians’ desire to do
as much as possible for their patients; 2) uncer-
tainties about what constitutes appropriate use;
3) increasing specialization within medicine; 4)
public demand for sophisticated technologies; 5)
competition among hospitals to attract patients
and physicians; 6) incentives created by reim-
bursement policies; and 7) the practice of “defen-
sive medicine”-—i.e., overuse of medical tests and
procedures to defend against malpractice suits
(198).

As discussed earlier, the development and diffu-
sion of medical technologies is strongly influenced
by Federal funding for research and by the cov-
erage and reimbursement policies of Federal pro-
grams that pay for medical care. Some observers
have noted that one way to limit rising health care
costs would be to limit the development and/or
diffusion of new medical technologies. Yet few
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people advocate this approach because of its long-
range impact on the quality of health care (75,85).
Moreover, although many technologies raise
health care costs, some reduce costs, particularly
those that decrease the need for hospital care
(192). At least one expert believes, however, that
limiting the development and diffusion of new med-
ical technology may be the only way to control
rising health care costs over the long term (169).

Public Programs That Pay for
Medical Care for Elderly People

Public programs pay for a substantial propor-
tion of health care expenses of elderly people. In
1981, they accounted for 64 percent of all such
expenses, Private insurance and out-of-pocket pay-
ments accounted for the remaining 36 percent
(205).

Medicare is the Federal program that pays for
medical services for most persons over 65, some
disabled persons under 65, and persons with end-
stage renal disease. In 1981, Medicare paid about
45 percent of all health care expenses of elderly
people, including about 75 percent of hospital care,
55 percent of physicians’ services, and about 2
percent of nursing home care (205).

Medicare has two parts: hospital insurance, Part
A; and supplementary medical insurance, Part B.
Medicare Part A covers the first 60 days of hospi-
tal care after the patient has paid an initial de-
ductible ($520 in 1987) and the 61st to 90th day
of hospital care after the patient has paid a daily
coinsurance ($130 per day in 1987). Medicare en-
rollees also have a lifetime reserve of 60 days of
covered hospital care, but they must pay a daily
coinsurance of one-half the initial deductible ($260
in 1987).

Medicare Part A also pays for up to 100 days
of post-hospital nursing home care if the Medi-
care intermediary determines that the benefici-
ary meets Medicare’s eligibility criteria for nurs-
ing home care. After the 20th day, the patient must
pay a daily coinsurance ($65 in 1987). In 1984,
Medicare paid for an average of 27 days of nurs-
ing home care for eligible beneficiaries (189). Home
health care, including visits of a nurse, home
health aide, speech or physical therapist, or med-

ical social worker, is also covered within strict
guidelines. There is no deductible or copayment
for home health care. In 1984, Medicare paid for
an average of 27 home health care visits for eligi-
ble beneficiaries (189).

Medicare Part B benefits include physician serv-
ices, supplies ordered by physicians, outpatient
hospital visits, and durable medical equipment,
prosthetic devices, and other medical services and
equipment provided outside the hospital. Part B
reimburses 80 percent of “reasonable charges”
for covered services, and the beneficiary is re-
sponsible for the remaining 20 percent, plus an
annual deductible ($75 in 1987) and a monthly
premium ($17.90 in 1987).

Medicaid is the joint Federal/State program that
pays for medical services for low-income individ-
uals of all ages. In 1981, Medicaid paid about 14
percent of all health care expenses of elderly peo-
ple, including about 4 percent of hospital care,
3 percent of physicians’ services, and 45 percent
of nursing home care (205).

Medicaid regulations are established by each
State within Federal guidelines, and eligibility re-
qguirements and covered services vary significantly
among the States. In general, however, Medicaid
pays for hospital care for the small proportion
of elderly people who lack Medicare coverage, pri-
vate insurance, or sufficient income and assets
to pay for their own care. In addition to physi-
cian services and nursing home care mentioned
earlier, Medicaid also pays for outpatient hospi-
tal care, laboratory services, home health care,
medical supplies, drugs, and the inpatient hospi-
tal deductible for eligible individuals.

There are no deductibles or copayments in Med-
icaid, but limitations on allowable income and as-
sets restrict eligibility to persons with low income
in all States and very low income in some States.

The Veterans’ Administration provides hospi-
tal care in VA facilities and nursing home care
in VA and non-VA facilities for eligible veterans.
Home care is provided through some VA medical
centers. Veterans with service-connected disabil-
ities can receive medical care through the VA. Vet-
erans without service-connected disabilities who
have income below specified levels or who con-
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tribute a specified amount toward the cost of their
care can also receive medical care through the VA.

Other public programs also pay for some health
care expenses of elderly people but are not dis-
cussed here because they seldom pay for serv-
ices related to the use of life-sustaining treatments.
As of 1981, public programs other than Medicare
and Medicaid but including the VA paid for about
5 percent of all health care expenses of elderly
people, including 8 percent of hospital expenses,
less than 1 percent of physician services, and about
4 percent of nursing home care (205).

Public Programs and the Concept
of a Right to Health Care

Although health care is regarded by many peo-
ple as a basic necessity and a basic human right,
neither the U.S. Supreme Court nor any appel-
late court has ruled that there is a constitutional
right to health care (154). Federal and State stat-
utes that authorize programs to fund health care
-e.g., the Medicare, Medicaid, and VA programs
just discussed—thereby create entitlement rights
to some health care services; that is, the intended
beneficiaries of a program are considered to have
a legal right to reimbursement for the health care
services designated by the statute or by regula-
tions that implement the statute. But this right
does not extend to health care services not cov-
ered by the statute or regulations that implement
it. Thus, for example, elderly persons enrolled in
Medicare have a legal right to reimbursement for
Medicare-covered services but no legal right to
reimbursement for services, such as outpatient
prescription drugs, that are not currently covered
by Medicare. Likewise, elderly veterans have a
legal right only to specific health care services des-
ignated by statute and VA regulations.

Individuals who believe they have been denied
services that they have a legal right to receive un-
der Federal or State statutes and regulations can
appeal through administrative and judicial chan-
nels, but such appeals must be formulated within
the limits of the statutes and regulations. The fact
that an individual believes he or she needs a given
health care service or that a physician says the

individual needs the service, or even that the serv-
ice has already been provided is generally not con-
sidered to create a legal obligation for a public
program to pay for the service unless the individ-
ual is eligible and the service is covered under
the program’s regulations.

In its 1983 report, Securing Access to Health
Care, the President’s Commission for the Study
of Ethical Problems in Medicine and Biomedical
and Behavioral Research concluded that:

Society has a moral obligation to ensure that
everyone has access to adequate health care with-
out being subject to excessive burden (154).

The Commission determined that this moral obli-
gation does not create a corresponding moral right
to health care for the individual. Furthermore,
the Commission determined that the societal obli-
gation to ensure access to adequate health care
is not solely or even primarily the obligation of
government. Rather it is an obligation of society
in general—including individuals; public and pri-
vate groups; local, State, regional, and national
organizations; professional and workplace orga-
nizations; and family, kinship, and ethnic groups
(154). Nevertheless, the Commission stated that:

When the (private health care) market and char-
ity do not enable individuals to obtain adequate
care or cause them to endure excessive burdens
in doing so, then the responsibility to ensure that
these people have equitable access to health care
resides with local, State, and Federal Governments.

Although it is appropriate that all levels of gov-
ernment be involved in seeing that equitable ac-
cess to health care is achieved, the ultimate
responsibility for ensuring that this obligation is
met rests with the Federal Government (154).

Some commentators have criticized the Presi-
dent Commission for its failure to assert a moral
right to health care for the individual and for its
failure to advocate a legal right to health care (see,
for example, Arras, 1984 [20]). These competing
positions have been the topic of extensive legal,
ethical, and philosophical debate in recent dec-
ades. This debate is relevant to many of the is-
sues discussed in this report, including the issue
of how to distribute limited health care resources
(see ch. 4).
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CONTAINING HEALTH CARE COSTS

Concern about high health care costs in gen-
eral and about public expenditures in particular
have resulted in cost-containment measures in all
public programs that pay for health care. This
section focuses on Medicare’s Part A prospective
payment system (PPS) because the technologies
OTA studied are provided primarily in hospitals.
PPS has created increased demand for out-of-hos-
pital care, however, and cost-containment meas-
ures in public programs that pay for nursing home
and home care are also discussed briefly.

Medicare’s Prospective Payment
System for Hospital Care

From its inception in 1965 until 1983, Medicare
reimbursed hospitals for inpatient care of Medi-
care enrollees on the basis of the cost of enrollees’
care, subject to certain limitations. The Social Secu-
rity Amendments of 1983 mandated a new hospi-
tal reimbursement system, the prospective pay-
ment system. PPS uses diagnosis-related groups
(DRGsS) to classify patient groups by particular diag-
noses. Each DRG category has a predetermined
payment that was set in the beginning to reflect
the average charges per patient per hospital stay
for treatment of the disease(s) subsumed under it.

The 470 DRGs are based primarily on diagno-
sis, but surgical procedures, patient age (i.e., un-
der or over age 70),comorbidities, complications,
and discharge status are also used to define some
DRGs. Cmnorbidities are defined as preexisting
conditions that, combined with a specific diagno-
sis, prolong length of stay by 1 day or more in
at least 75 percent of cases, Complications are con-
ditions that arise during the hospital stay and pro-
long length of stay by 1 day or more in at least
75 percent of cases. Comorbidities and complica-
tions exist in a particular case if a patient with
a given primary diagnosis also has specified sec-
ondary diagnoses.

In some cases, patients with identical diagno-
ses are covered by two DRGs; one includes pa-
tients who are over age 70 or have comorbidities
or complications, while the other includes patients
who are under age 70 and have no comorbidities
or complications. Reimbursement for the former

DRG is higher than for the latter, and patients who
are over age 70 are in the former DRG automat-
ically. There is no additional reimbursement for
comorbidities or complications for them.

Patients are assigned to a DRG when the-y are
admitted to a hospital. Those who remain in the
hospital much longer than the average length of
stay or have much higher than average costs for
their DRG category are called “outliers .“ Medicare
reimbursement for outliers is based on the mar-
ginal cost of care. Reimbursement for length-of-
stay outliers, for example, is 60 percent of the
appropriate per diem amount. Outlier payment
policy has been a controversial aspect of PPS since
its inception. Although outlier payments help to
defray losses incurred by hospitals in the care of
unusually expensive cases, they do not cover the
full cost of these cases, nor are they intended to
(158).

The purpose of PPS is to reduce Medicare ex-
penditures while maintaining an acceptable level
of quality of care and access for beneficiaries.
Since hospitals make money on patients whose
care costs less than the fixed payment for their
DRG and lose money on patients whose care costs
more than the fixed payment, PPS creates a fi-
nancial incentive for hospitals to decrease the cost
of treating a patient in a single hospital stay. Strat-
egies hospitals can use to do this include reduc-
ing a patient’s length of stay, reducing the inten-
sity of services (i.e., number of services provided),
and reducing staffing levels (202).

PPS is based on the assumption that some of
the services provided by hospitals in the past were
unnecessary or were produced inefficiently, and
that cost containment can be achieved by elimi-
nating such services without sacrificing quality
of care or restricting access to necessary care.
It is recognized, however, that the system will have
both positive and negative impacts. The potential
positive impacts of reduced length of stay and re-
duced intensity of services include psychological
benefits for some patients, reduced use of unnec-
essary services, and lessened chance of iatrogenic
events (infections, drug reactions, or other prob-
lems that result from medical treatment). Poten-
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tial negative impacts include decreased access to
and use of necessary services and premature dis-
charge of hospitalized patients (202).

PPS is expected to affect the care of different
kinds of patients in different ways, and analysts
have identified several groups of elderly patients
who may be at risk of reduced quality of care,
reduced access to necessary care, or both. They
include:

+ the oldest elderly (74,202, 215),

+ patients with multiple conditions (28)84)131,
156)202))

+ severely or critically ill patients (28,176),

« patients with end-stage renal disease (215),

+ patients who require nursing home or home
health care following hospital discharge (131),
and

« the poor elderly (215).

These groups overlap. Common factors among
them are the likelihood that patients in each group
will remain in the hospital longer or incur higher
costs than other patients in the same DRG. Pa-
tients in these groups have been called “DRG
losers.” Since they are relatively easy to identify,
some observers fear that some hospitals will re-
fuse to admit them or transfer them to public hos-
pitals, a phenomenon called “dumping”; that they
may not receive all the services they need; and
that they may be discharged too soon (28)56)176).
Other observers argue that professional ethics and
fear of malpractice suits will outweigh financial
incentives to reduce services for these patients
and that high quality care will be maintained (215).

Average length of hospital stay, number of hos-
pital admissions per 1000 population, and hospi-
tal occupancy were all dropping before PPS be-
gan and have continued to drop since then,
although average length of stay for adults in-
creased slightly in 1986. Hospital staffing levels
have dropped since PPS began, and the incidence
of patients being transferred to other hospitals
has increased (86)158,215). These objective find-
ings have no clear implications for either quality
of care or access to care, however. A growing vol-
ume of anecdotal evidence and research findings
indicate, in addition, that some patients are being
discharged “quicker and sicker” (58,121,167,193,
195)206)207).

There are also reports that some hospitals are
using the average length of stay and average cost
of care for DRGs as maximum lengths of stay and
costs (157). Statistical analysis of length of stay
data for fiscal year 1986 indicate that this prac-
tice, if it exists, is not widespread (40). Neverthe-
less, since PPS began, an unknown number of pa-
tients have been told, improperly, that they had
to leave the hospital because their Medicare cov-
erage had run out (157,191,223).

In response to recent polls sponsored by HCFA,
the American Society of Internal Medicine, the
American Medical Association, and the National
Opinion Research Center, one-half to three-
qguarters or more of the physicians surveyed re-
ported being asked by hospital adminstrators to
reduce lengths of stay, diagnostic testing, and med-
ical procedures in general (130). According to polls
and anecdotal reports, many physicians believe
that such reductions in length of stay and service
intensity are reducing quality of care and access
to care (14)86,138,233).

Before PPS and on a continuing basis, experts
have identified problems in quality of care and
access to care that could occur in response to the
system (28,174,202). ProPAC, other public and pri-
vate agencies, and professional associations are
monitoring its impact. HCFA is conducting numer-
ous studies to identify and evaluate the effects
of pps (215), but the adequacy of this research
has been questioned by OTA, the General Account-
ing office, and some congressional committees
(193,202,207).

A major problem in evaluating the effects of PPS
is the difficulty of defining and measuring qual-
ity of care. Ideally, quality of care could be evalu-
ated in terms of patient outcomes, but there are
many problems with this approach (202). As one
observer has noted:

Negative outcomes (e.g., death, disability) are
inevitable given the current state of the medical
art-despite tremendous technologic advances,
many diseases still eludea cure. This problem is
especially pertinent to those elderly with multi-
ple comorbidities. Therefore, the key to outcome
studies is to try to disentangle inappropriate out-
comes from those which were unavoidable. Once
this task is complete, the negative outcome must
be linked with some step or misstep in the proc-
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ess of care. Even in settings of clinical trials, estab-
lishing this causality may prove a complex task
frought with pitfalls (84).

The Institute of Medicine, OTA, and other pub-
lic and private agencies are currently studying
aspects of the problem of measuring quality of
care.

Under PPS, hospitals are required to contract
with a peer review organization (PRO) to moni-
tor quality of care and evaluate the medical ne-
cessity and appropriateness of admissions,
inpatient procedures, discharges, and readmis-
sion (202, 215). PRO reviews can result in reclas-
sification of a case from one DRG to another or
in total payment denial. In addition, if PRO re-
views indicate a pattern of prohibited actions, the
Inspector General can terminate the Medicare
provider agreement with the responsible hospi-
tal, thus prohibiting any Medicare payments to
the hospital (215).

Many questions have been raised about the ade-
quacy of the PRO review process in monitoring
quality of care (156). Some observers say that
PROS have focused more on cost-containment ob-
jectives, such as limiting unnecessary admissions
and medical and surgical procedures, than on
maintaining quality of care (114,125,202). This fo-
cus is changing, however, in response to public,
congressional, and administration concern about
quality of care.

A variety of other measures to ensure quality
of care and access to care have been implemented
or are being studied, In response to complaints
that some patients were being discharged too
soon or told that Medicare would not cover their
hospitalization, DHHS mailed a notice to each
Medicare beneficiary explaining Medicare dis-
charge regulations and how to appeal a pre-
mature discharge (214). In addition, ProPAC and
other agencies are studying methods of improving
the case-mix formulas on which DRGs are based
in order to reduce financial incentives for hospi-
tals to deny or limit care for “DRG losers. ” Un-
der the current system, patients in the same DRG
vary greatly in terms of severity of illness, re-
source use, and the cost of their care. Yet the hos-
pital receives the same payment for all patients
in the same group. Addition of a severity of ill-

ness measure to the DRG system has been pro-
posed (28,82,176) and is being studied by ProPAC.
DHHS recently proposed dropping age as a pa-
tient classification variable in PPS because age is
not a good predictor of resource use once patient
comorbidities and complications are taken into
account (183).

None of the preceding discussion addresses the
impact of PPS on life-sustaining technologies
directly. Clearly the system is not intended to re-
duce access to or the quality of such treatments.
Available evidence as to its impact is discussed
in other chapters.

Analysis of the impact of PPS in general or on
specific technologies is complicated by the fact
that PPS is only one of the factors changing the
health care system. These factors include the sup-
ply of physicians, enrollment in HMOs and oth-
er health care delivery systems that limit hospital
use, the emphasis on price competition in medi-
cal care in general, and changes in coverage and
reimbursement policies in other public programs
that pay for medical care. Separating the impact
of PPS from the effects of these other factors is
difficult, if not impossible, at present (84,86,202).

Cost-Containment Measures in Public
Programs That Pay for Nursing Home
and Home Health Care

Earlier discharge from hospitals of sicker pa-
tients has increased the demand for post-hospital
nursing home and home health care (121,144,
156,167,194,195,215). Yet cost-obtainment meas-
ures in the public programs that pay for these
services may be limiting access to them, at least
in some parts of the country.

As a result of very restrictive eligibility and cov-
erage policies, Medicare pays for only about 2 per-
cent of all nursing home expenses in this country.
Recently, there have been reports of increased
denials of Medicare reimbursement for nursing
home care due to tighter interpretation of exist-
ing regulations by some Medicare intermediaries
(143,145).

Prior to PPS, patients who could not be placed
in nursing homes remained in hospitals, paid for
under the Administrative Days Program. PPS cre-
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ates strong financial incentives for discharging
such patients from hospitals now.

A 1986 survey by the General Accounting Of-
fice found that 97 percent of hospital discharge
planners reported having problems placing Medi-
care patients in skilled nursing facilities. More
than half of those surveyed reported that the per-
centage of patients waiting in the hospital for
placement in post-hospital care was greater in
1985 than in 1982 (195).

Medicaid pays for about 45 percent of all nurs-
ing home care, but because Medicaid patients
must contribute their own resources toward the
cost of their care, Medicaid actually covers a
much higher proportion of nursing home resi-
dents-65 to 75 percent nationally (220) and 85
to 90 percent in some States (64). Thus Medicaid
policies have a strong impact on access to nurs-
ing home care.

In recent years, most States have instituted pro-
grams to limit Medicaid nursing home expendi-
tures. These include preadmission screening
programs, limitations on reimbursement per case,
and certificate-of-need programs that restrict the
supply of nursing home beds. As a result of differ-
ences between States in these cost-containment

measures and other factors not discussed here,
access to nursing home care for Medicaid patients
varies greatly among States. Nursing home bed
supply, that affects access for all patients, varies
greatly, from a high of 94 beds per 1,000 elderly
persons in Wisconsin to a low of 22 beds per
1,000 elderly persons in Florida (190).

Medicare-covered home health care is limited
to patients who are confined to their homes and
are in need of skilled nursing care or physical or
speech therapy for acute conditions. Long-term
home health care needed to maintain patient func-
tioning is not covered. Effective July 1985, new
Medicare regulations, intended to decrease ex-
penditures, have been put into effect. National
and State surveys and anecdotal evidence indi-
cate a recent increase in denials of home health
care claims by Medicare (143,196,208). In 1987,
14 Congressmen, 3 home health care agencies,
17 Medicare beneficiaries, and the National Asso-
ciation of Home Care filed suit in the U.S. District
Court against DHHS for “irrational and unex-
plained coverage determinations which fail to take
into account and consideration individual patient
needs, the attending physician’s opinion, and com-
munity medical practice” (182).

WHY FOCUS ON THE ELDERLY?

Concern about the use of life-sustaining tech-
nologies for elderly people arises in part from
awareness of the increasing size of the elderly
population and the possibility that many elderly
people may be candidates for life-sustaining treat-
ments. This section discusses the growth of the
elderly population and patterns of disease and
mortality that make many elderly people candi-
dates for life-sustaining treatments. In addition,
some reasons to suspect that decisions about the
use of life-sustaining treatments and the outcome
of treatment may differ for elderly and younger
people are discussed.

Growth of the Older Population

The number of elderly people in this country
has increased dramatically in this century and will
continue to increase well into the next century,

as illustrated in table 2-5. In 1900, there were 3
million people over 65. Now there are about 29
million. By 2010, there will be about 39 million,
The elderly population is growing at a faster rate
than younger age groups. Thus the percentage
of elderly people in the population has also in-
creased—from 4 percent in 1900 to 11 percent
now—and is projected to reach 14 percent by 2010
and 22 percent by 2050 (209).

Among those over 65, the older groups (age 75
to 84 and 85+) are growing at a faster rate than
the younger group (age 65 to 74). The group age
75 to 84 is expected to increase from about 7.7
million people now (3 percent of the population)
to 12 million in 2010 (4 percent of the population)
and 21 million in 2050 (almost 7 percent of the
population). The age group 85 +, which is the
fastest growing age group in the population, is
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Table 2-5.—Growth of the Older Population: 1900 to 2050 (numbers in thousands)

Total

popucita%ion 65 to 74 years 75 to 84 years 85 years and over 65 years and over
Year al ages  Number Percent Number Percent Number Percent Number Percent
1900 76,303 2,189 29 772 10 123 02 3,084 40
1910 91,972 2,793 30 989 11 167 02 3,950 43
1920 105,711 3,464 33 1,259 12 210 02 4,933 47
1930 122,775 4721 38 1,641 13 272 02 6,634 54
1940 131,669 6,375 48 2,278 17 365 03 9,019 68
1950 150,697 8,415 5.6 3,278 2.2 577 04 12,270 81
1960 179.323 10,997 61 4,633 26 929 05 16,560 92
1970 203,302 12,447 61 6,124 30 1,409 07 19,980 98
1980 226,505 15,578 69 7,727 34 2,240 10 25,544 11.3
1990 249,731 18,054 72 10,284 41 3,461 14 31,799 127
2000 267,990 17,693 66 12,207 46 5,136 19 35,036 131
2010 283,141 20,279 72 12,172 43 6,818 24 39,269 139
2020 296,339 29,769 10,0 14,280 48 7,337 25 51,386 173
2030 304,330 34,416 113 21,128 6.9 8801 29 64,345 211
2040 307,952 29,168 9.5 24,529 8.0 12,946 42 66,643 216
2050 308,856 30,022 9.7 20,976 68 16,063 52 67,061 217

SOURCE U S Department ot Commerce Bureau of the Census Americam Transttion An Aging Society Series P-23No128iWashington DC U S

Government PrintingOffice September 1983}

projected to increase from about 2 million now
(1 percent of the population) to almost 7 million
in 2010 and 16 million in 2050 (5 percent of the
population) (209).

Life expectancy at birth has increased dramat-
ically from 49 years in 1900 to 74 years in 1981
(209). Most of this gain has been due to increased
survival past the high risk period of infancy and
early childhood. In 1900, for example, only two-
fifths of all babies born alive could expect to live
to age 65, Today, more than three-fourths of all
babies born alive are expected to reach age 65
(163).

Advances in life expectancy after age 65 have
been minimal by comparison. A person who
reached 65 at the turn of the century could ex-
pect to live another 12 years. Today a 65 year-
old can expect to live another 17 years. Of the
total gain in life expectancy of 5 years, one-half
was acheived between 1900 and 1960, and the
other half between 1960 and 1983. Hence it ap-
pears that life expectancy at older ages has been
increasing at a faster rate in the past two decades
than previously.

Patterns of Disease and Mortality

Most older people do not suffer from serious
illness and are able to function quite well, but the
likelihood that persons will suffer from chronic

and acute illnesses increases with age, especially
after age 75 or 85. The older population has the
highest prevalence of chronic conditions such as
heart disease, chronic obstructive pulmonary dis-
ease, atherosclerosis (deposits of fatty substances
within the arteries, or “hardening of the arter-
ies”), and hypertension (persistently high arterial
blood pressure). In turn, these chronic conditions
increase the risk of acute medical episodes includ-
ing heart attacks, respiratory arrests, strokes, and
pneumonia (216).

Trends in mortality among all age groups since
the turn of the century have shown substantial
declines in deaths due to infectious diseases, and
in age-specific death rates from heart disease,
some types of cancer (malignant neoplasm), and
cerebrovascular diseases (strokes). These three
diseases are the major causes of death in the
elderly (see table 2-6).

In general death occurs at older ages than in
the past. In 1984, 70 percent of all deaths occurred
in the age group over 65; 24 percent among peo-
ple age 65 to 74; 27 percent among those age 75
to 84; and 19 percent among people over 85. Since
elderly people are at greater risk than younger
people of chronic and acute illnesses and death,
they are also more likely candidates for life-sus-
taining treatments.
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Table 2-6.—Top Ten Causes of Death, Population Aged 65 and Over,
United States: 1980

Number per  Percent of

Rank Cause of death 100,000 65+ al deaths
1 Heartdisease. .. ...t 2,330 4.4
2 Mdignantneoplasms. ... 1,011 19.2
3 Cerebrovascular diseases . . . . .. ... ... 573 10.9
4 Pneumonia and influenza . . .. ....... ... ... . ... ... 178 34
5  Chronic obstructive pulmonary diseases . . . . .. .. ... 171 3.2
6 AtherosClerosis. . . .. ... i 110 2.1
7 Diabetes mellitus . . . .. ... ... ... 99 19
8 Accidents and trauma . . . ... ... 97 1.8
9 Nephritis and related conditions . . . . .. .. ... ........ 51 1.0
10 Chronic liver disease and cirrhosis. . . . . . .. . ... ... 37 0.7
All causes . . . . . . . . . 5,252 100.0

SOURCE National Center for Health Statistics, Division Of Vital Statistics Vital Statistics of the United States Vol /| Mortali-

ty published and unpublished data

Reasons Why Decisions About

Life-Sustaining Treatments or

Their Outcome May Differ for
Elderly People

In addition to the size of the elderly population
and the likelihood that large numbers of elderly
people may be candidates for these treatments,
concern about life-sustaining treatments for them
arises from the expectation that use of these treat-
ments and their outcome may differ for elderly
and younger people. Reasons for this expectation,
that could be considered some of the hypothe-
ses for this OTA assessment, are discussed brie-
fly below. They are hypotheses, not conclusions,
and findings relet’ ant to them are presented in
later chapters.

Since, in general, elderly people have
a higher prevalence of chronic disease
and decreased physiological reserve,
there is reason to expect that life sustain-
ing treatments will have poorer outcome
for them than for younger people.

The greater prevalence of chronic disease
among elderly people means that elderly people
with life-threatening conditions are likely to have
one or more coexisting chronic conditions that
tend to complicate their treatment and lead to
poorer outcome. In addition, longitudinal inves-
tigations such as the Framingham Heart Study,
the Duke Longitudinal Studies of Normal Aging,
and the Baltimore Longitudinal Study on Aging
have established that chronological age generally
is accompanied by progressive reductions in

“physiological reserve, ” i.e., the functioning and
efficiency of major organs.

Decreased physiological reserve is different
from disease and may not affect an individual’s
normal functioning. However, it reduces the
body’s ability to cope with physiological stress,
such as acute illness or trauma and, therefore,
complicates the treatment of disease and places
the individual at greater risk of poor outcome
(165). Some changes in average physiological func-
tioning with age are illustrated in figure 2-2.

The rate of reduction in physiological reserve
associated with aging varies greatly from one in-
dividual to another. In fact, although the physio-
logical status of the older population is certainly
poorer as a whole, variation in physiological func-
tioning among individual older persons is great-
er than in any other age group.

Since elderly people have lived many
years and at best have only a limited
number of years left, and since they have
higher prevalence of chronic conditions
and may have lost family and friends,
there is reason to expect that their qual-
it y of life may be poor and that they may
be less willing to accept the burdens
of life-sustaining treatment, and more
ready to die than younger people.

This hypothesis is seldom stated in full but often
appears to underlie some people’s attitudes about
life-sustaining treatment and elderly people. The
elements of the hypothesis—that, on average,
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Figure 2-2.—Changes in Physiological Functioning, by Age

100

90| -

. Conduction velocity

. Basal metabolic rate

60

40

Percent property remaining
(average)
3

Standard glomerular filtration
raite (insulin)

30
20( - : LN aximal breathing
e a : muy N
| ] | | | | [
or——l
" 30 40 50 60 70 80 90

Age (years)

SOURCE: N W Shock, “The Physiological Basis of Aging,” Frontiers in Medicine: Implications for the Future, R.J. Morin and R.J. Bing {eds.) (New York, NY: Human

Sciences Press, 1985).

elderly people have fewer years left to live than
younger people, that they have higher prevalence
of chronic conditions, and that many of their rela-
tives and friends may have died—are demonstra-
bly true. The conclusion, however, is not obvious,
and OTA is not aware of any data to support it.
Anecdotal evidence is contradictory. One observer
has commented that older people are more re-
signed to death than their caregivers (186). others
have commented, however, that elderly people
may be more willing to accept a relatively poor
quality of life than younger people (77). Gener-
alizations in this area are fraught with difficul-
ties. Nevertheless, the chapters present what is
known about differences between elderly and
younger people in their attitudes toward main-
taining their own lives with the technologies OTA
studied.

Because people believe that life-sus-
taining treatments will have poorer out-
come in elderly than younger people,
that elderly people have poorer quality
of life, and that they maybe more ready
to die than younger people, and because
of a pervasive ageism in our society,
there is reason to expect that life sustain-
ing treatments may be provided less
often for elderly than younger people
and that, as a result, some elderly peo-
ple who might benefit from treatment
do not receive it.

Negative stereotypes about aging and elderly
people among health care providers and the pub-
lic in general have been well documented (26)39,
120)129,230). When compounded by doubts
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about the outcome of treatment and doubts about
whether elderly people want to live longer, these
negative attitudes could result in failure to pro-
vide treatment. The report discusses whether age
in itself is a factor in decisions about the use of
the technologies OTA studied,

Since cognitive impairment is more
prevalent in elderly than younger peo-
ple, there is reason to suspect that deci-
sionmaking may be more difficult for
and with elderly people. Cognitive im-
pairment may also affect the decisions
that are made and limit the treatments
that can be used safely for such patients.

Current estimates indicate that about 1 percent
of those age 65 to 74, about 7 percent of those
age 75 to 84, and about 25 percent of those over
age 85 have dementia (204). In addition, because
of the sensitivity of the aging brain to any changes
in physical condition, almost all diseases and many

medications can reduce cognitive functioning in
elderly people (179). As a result, there is reason
to expect that more elderly than younger people
who are candidates for life-sustaining treatments
are cognitively impaired.

Cognitive impairment limits the capacity of the
individual to participate in treatment decisions
and necessitates involvement of a surrogate deci-
sionmaker in many cases. Families, physicians,
and other caregivers may conclude that persons
with severe cognitive impairment have very poor
quality of life, and they may decide on this basis
that some life-sustaining treatments should be
withheld or withdrawn. Finally, treatments that
require the cooperation of the patient may not
be usable for patients who are cognitively im-
paired. The report discusses what is known about
the relationship between a patient cognitive sta-
tus and the life-sustaining technologies OTA
studied.
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Chapter 3
Legal Issues*

This chapter discusses the development and current state of case law and statutes
related to decisions about the use of life-sustaining technologies for individual patients.
It begins with and is centered around the concepts of self-determination, the panem S
right of privacy, the patient’s right to refuse unwanted madical treatment, and the im-
plications of these concepts for patients with variou; levels of decisionmaking capacity.

Some persons who reviewed the chapter for OTA's
on these concepts and should give more emphasls to
receive treatment and the consequent obligatkm of 8¢
are discussed in chapter 2. A related policy issue—access
out the report. This chapter emphasizes the concepts of

sstd that it focuses too greatly
pntieﬁts rights to request and
 to provide it. These ideas
c&rei—-is discussed through-
ermination, the patient'’s

i

right of privacy, and the patient’s right to refuse treatment ‘because of their greater
role in the development of case law and statutes related to decisions about life-sustaining

technologies for individual patients.

INTRODUCTION

Laws generally define or reflect what society
considers to be the limits of morally appropriate
and acceptable behavior. In a complex and tech-
nologically advanced society, there are continu-
ous challenges to the foundations that underlie
the law. When moral norms and standards of be-
havior are uncertain, or in conflict, the case law
and statutes in different jurisdictions may reflect
this diversity of opinion. When consensus has been
reached, the case law and statutes of most juris-
dictions tend to be similar.

Existing case law and statutes that address med-
ical decisionmaking reflect both consensus and
divergence. Societal consensus is reflected in the
generally accepted legal principle that adult pa-
tients who can understand and appreciate the
likely consequences of various treatment options
(including nontreatment) are entitled to make their
own treatment decisions. Adults are legally pre-

e This chapter is based on several OTA contract reports: Lisa J.
Raines, J.D. “Life-Sustaining Technologies for Elderly People: The
Legal Issues” (January 1987); Connie Zuckerman, J. D., “Life-Sus-
taining Technology and the Elderly: The Legal Issues” (June 1986);

and George J. Areas, J.D., M. P.H., and Leonard H Glantz, J.D., “With-

holding and Withdrawing of Life-Sustaining Treatment for Elderly
Incompetent Patients: A Review of Court Decisions and Legislative
Approaches” (December 1985).
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sumed to be capable of consent or refusal unless
a court declares otherwise.

Although these patient-empowering principles
stand firmly etched in our case law and statutes,
there is tremendous uncertainty and anxiety among
health care providers about what their legal obli-
gations to patients are and what their permissi-
ble range of action is. One reason for this uncer-
tainty is that some patients are not capable of
making treatment decisions for themselves due
to temporary or permanent mental impairment.
Case law and statutes in different jurisdictions give
different answers to the questions of who is to
make decisions, and on what basis, for these pa-
tients. A second reason for uncertainty is that tech-
nological progress has outpaced the legal proc-
ess, thus raising questions about how existing case
law and statutes apply to new technologies.

Yet another reason for uncertainty is that many
health care providers are not aware of or do not
fully understand the legal principles, case law, and
statutes relevant to medical decisionmaking. This
situation is not surprising. Although the law con-
cerning patient’s rights has evolved over a long
period of time, the first court case to draw na-

97
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tional attention to the legal issues involved in with-
holding or withdrawing life-sustaining treatment
from a comatose or terminally ill patient was
decided in 1976-little more than a decade ago.
Since then, courts in different States have handed
down rulings that are contradictory in cases that
seem similar from the point of view of health care
providers. Many of the contradictions have been
resolved as lower court rulings have been appealed
and sometimes overturned by higher courts, and
the areas of agreement and consistency among
different States are growing. Nevertheless, it is
difficult for busy health care providers to keep
up with changing case law and statutes. It is also
difficult for nonlawyers—and even for lawyers
at times—to understand the implications of exist-

ing case law and statutes for individual treatment
decisions (62).

This chapter describes the legal principles, case
law, and statutes related to decisions about the
use of life-sustaining medical technologies—par-
ticularly as they apply to elderly people. It de-
scribes the development of the law and its present
state, discusses areas of controversy and criticism,
and considers the implications of relevant legal
principles for patients and caregivers. The chap-
ter does not discuss statutes or government reg-
ulations that pertain to reimbursement for medi-
cal care or licensing and certification of health
care providers and facilities—both of which are
discussed in other chapters of the report.

LEGAL CONCEPTS THAT EMPOWER INDIVIDUAL PATIENTS

The Common Law Right of
Self-Determination

American case law has long recognized an indi-
vidual’s right to make certain personal choices.
As early as 1891, in Union Pacific Railway Co. v.
Botsford, the U.S. Supreme Court endorsed the
fundamental right of self determination:

No right is held more sacred or is more care-
fully guarded by the common law than the right
of every individual to the possession and control
of his own person, free from all restraints or in-
terference by others, unless by clear and unques-
tionable authority of law (110).

The right of self determination was first clearly
applied to medical decisionmaking in a 1914 opin-
ion by Justice Cardozo in the New York case
Schloendorff v. New York Hospital:

Every human being of adult years and sound
mind has the right to determine what shall be
done with his own body (101).

A strong and explicit restatement of this right ap-
peared in the 1960 Kansas case Natanson v. Kline:

Anglo-American law starts with the premise of
thoroughgoing self determination. It follows that
each man is considered to be master of his own
body and he may, if he be of sound mind, expressly
prohibit the performance of life-saving surgery,
or other medical treatment (85).

The individual’s right of self-determination is
now firmly rooted in American case law and stat-
utory law. It is one of the basic concepts under-
lying a patient’s right to be informed about and
to consent to or refuse proposed medical treat-
ments.

The Constitutional Right of Privacy

The concept of a constitutional right of personal
privacy was first articulated in an 1890 Harvard
Law Review article in which Louis Brandeis and
Samuel Warren discussed the importance of the
“principle of . . . an inviolate personality” (1 14).
Later, while serving on the U.S. Supreme Court,
Justice Brandeis further championed this notion,
when he wrote in a dissenting opinion that has
since become the prevailing view:

The makers of our Constitution recognized the
significance of man’s spiritual nature, of his feel-
ings, and of his intellect. They knew that only part
of the pain, pleasure, and satisfactions of life are
to be found in material things. They sought to pro-
tect Americans in their beliefs, their thoughts,
their emotions and their sensations. They con-
ferred, as against the government, the right to be
let alone-the most comprehensive of rights and
the right most valued by civilized men (88).

The “right to be let alone, ” also called the “right
of privacy, ” is not explicitly articulated in any of
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the provisions of the Constitution. It is generally
considered to emanate from the penumbra of sev-
eral of the guarantees of the Bill of Rights, includ-
ing: the First Amendment right of association, the
Fourth Amendment right to be secure against unrea-
sonable searches and seizures, the Fifth Amend-
ment right against self-incrimination, the Ninth
Amendment protection of rights not explicitly enu-
merated in the Constitution, and the Fourteenth
Amendment guarantees of liberty.

In recent years, the U.S. Supreme Court has held
that the right of privacy protects individuals from
governmental intrusion in fundamental and per-
sonal medical decisions. This right has been the
constitutional basis used by the Court to protect
private individual decisions ranging from the use
of contraceptives, in Griswold v. Connecticut, 1965
(40); to the termination of pregnancy through
abortion, in Roe v.. Wade, 1973 (96); to the refusal
of psychotropic medications by those confined in
mental institutions, in Mills v. Rogers, 1982 (82).

The Supreme Court has not addressed the ques-
tion of whether the constitutional right of privacy
includes a right to refuse life-sustaining medical
treatment. Several State courts have held that it
does, however. In 1976, the New Jersey Supreme

Court held in In re Quinlan that the right of privacy
“is broad enough to encompass a patient’s deci-
sion to decline medical treatment under certain
circumstances, in much the same way as it is broad
enough to encompass a woman’s decision to ter-
minate pregnancy under certain conditions” (52).

Eighteen months later, in Superintendent of Bel-
chertown State School v Saikwicz (109), the Mas-
sachusetts Supreme Judicial Court concurred that
the right of privacy includes a right to refuse life-
sustaining medical treatment. Since the Saikewicz
case, several other courts have also permitted pa-
tients to refuse life-sustaining treatment as an ex-
ercise of their right to privacy (see, for example,
In re Colyer, 1983 [45]).

Neither the constitutional right of privacy nor
the common law right of self-determination is
absolute. Generally, as discussed later in this chap-
ter, several societal interests have been found to
potentially override these rights. It is rare that
these state interests are so compelling as to trump
the patient decision, however, and in most cases,
the right of privacy and the right of self-deter-
mination support the ability of patients to make
personal medical decisions (118).

INFORMED CONSENT TO TREATMENT

Development of the Doctrine of
Informed Consent

Early American common law (and medieval Eng-
lish common law from which our legal traditions
are derived) considered any harmful or offensive
nonconsensual touching a “battery” for which
monetary damages could be sought in a court of
law. Physicians’ efforts to heal patients through
physical contact such as surgery were considered
“touching.” A physician who did not obtain a pa-
tient’s consent prior to the touching could be held
liable for battery, even if the physician had per-
formed an appropriate procedure and had done
so carefully (118).

Although a physician was not permitted to ob-
tain a patient’s consent through deceptive meth-
ods, he or she was not required to give the pa-
tient more than a superficial description of the

impending procedure and its likely consequences.
The law at first focused narrowly on the fact of
a nonconsensual “touching” or intervention, rather
than on whether the patient truly understood
what was being proposed. Even in the famous
1914 Scholondorff case (101), in which Justice
Cardozo extolled the right of adults to determine
what is done with their own bodies, the court was
not concerned about the information that indi-
viduals needed to exercise this right (118).

The common law right of self-determination
means little, however, if’ health care providers have
no obligation to disclose information necessary
for patients to thoughtfully exercise the right. The
patient’s need for information is especially acute
in the case of new treatments and procedures that
not only present more options and benefits but
also are more complex and may be associated with
greater risk.
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In the late 1950s, the physician’s legal duty to
obtain a patient’s consent was broadened to in-
clude an obligation to disclose relevant informa-
tion so that a patient could make an intelligent
decision as to whether to give or withhold con-
sent to treatment. If the doctor obtained a patient
consent without first adequately explaining the
procedure, he or she could avoid liability for bat-
tery (since the “touching” was technically consen-
sual) but still be liable for medical malpractice
(1 18). (Medical malpractice is a form of negligence
defined in the law as conduct that falls below the
acceptable professional standards and causes in-
jury to the patient.) If a patient would have with-
held consent had he or she known all of the rele-
vant facts, then any injury resulting from the
treatment could result in’ a judgment of mal-
practice.

Standards for Informed Consent

The first case to use the phrase “informed con-
sent” publicly was the 1957 California case Salgo
v. Stanford University Board of Trustees (99), but
it was the landmark 1960 Kansas case Natanson
v. Kline (85) that fully articulated the notion of
a standard of care with regard to disclosure of
information. The Kansas court, concerned about
imposing too onerous a burden on physicians,
limited the duty of physicians to inform to “dis-
closures which a reasonable medical practitioner
would make under the same or similar conditions. ”
This standard, known as the “professional prac-
tice” or “reasonable physician” standard, has been
adopted by the majority of States. Under this
standard, the extent of appropriate disclosure is
viewed as a medical question requiring a physi-
cian’s expertise to answer. In malpractice litiga-
tion, when the professional practice standard is
applied, the plaintiff must prove the prevailing
standards of medical practice in the community
by the testimony of a medical expert. (In Colorado,
however, once the plaintiff shows a failure to dis-
close, it is the physician who must prove that his
or her conduct conforms to community standards
(see Hamilton v. Hare@ [411).

The professional practice or reasonable physi-
cian standard has been criticized for perpetuat-
ing the custom of many physicians of disclosing
very little information before seeking a patient ‘s

consent. The ancient Hippocratic texts told phy-
sicians to “perform (duties) calmly, concealing most
things from the patient while you are attending
to him” (59). Some people believe that this view
still infuses medical education and practice (63,64).

Three cases decided in 1972, Canterbur v.
Spence (24); Cobbs v. Grant, (26); and Wilkinson
V. Vesey (115), rejected the professional practice
or reasonable physician standard and adopted a
“reasonable patient” standard. In Canterbury v.
Spence, the U.S. Court of Appeals for the District
of Columbia declared:

To bind the disclosure obligation to medical
usage is to arrogate thedecision of revelation to
the physician alone. Respect for the patient’s right
of self determination on particular therapy de-
mands a standard set by law for physicians rather
than one which physicians may or may not im-
pose upon themselves (24).

The court outlined a “reasonable patient” (or
“materiality”) standard requiring the physician to
disclose all information that would be considered
by a reasonable patient as material to the patient’s
decision. Materiality was to be judged not from
the subjective perspective of a specific patient but
rather from the objective perspective of “a rea-
sonable person, in what the physician knows or
should know to be the patient’s position” (24).

In Cobbs v. Grant (26), the California Supreme
Court also adopted the reasonable patient stand-
ard, noting that the effect of the professional prac-
tice rule had been to give physicians absolute dis-
cretion in making (or not making) disclosures. In
Wilkinson v. Vesey (115), the Rhode Island Su-
preme Court held that “the patient’s right to make
up his mind should not be delegated to a local med-
ical group, many of whom have no idea as to his
informational needs. ”

Some commentators consider the reasonable pa-
tient standard to be more progressive than the
professional practice standard (37)77)) but the rea-
sonable patient standard remains the minority
rule. The principal difficulty with this standard
is that it provides little guidance to the physician.
What a reasonable patient would need to know
is not always easy to determine, and physicians
who have made judgments on this basis have later
found that their decisions do not always coincide
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with a jury’s evaluation. A major reason for this
variance is the 20/20 hindsight of juries. A risk
of serious injury is likely to appear far more ma-
terial after the patient has suffered the injury than
before. In 1980, in Woolley v. Henderson (117),
a Maine court explicitly rejected the reasonable
patient approach for this reason. Other courts
have rejected the reasonable patient standard on
grounds that medical expertise is required to an-
swer questions about the adequacy of disclosure
(see, for example, Bly v. Rhoads, 1976 [15]). Since
1972, the trend among courts that have consid-
ered the issue has been to adopt the professional
practice standard (77,90).

Under either the reasonable patient or profes-
sional practice standard, it is generally agreed that
in order to fulfill the obligation to inform, the phy-
sician must at least disclose the diagnosis, the prog-
nosis, the proposed treatment, alternate treat-
ments, the risks and benefits of all options, and
the consequences of not intervening at all. The
physician should also give the patient an oppor-
tunity to ask questions. Generally, the level of dis-
closure required to avoid malpractice liability is
higher in those States adopting the reasonable pa-
tient standard than those adopting the professional
practice standard.

Exceptions to the Informed Consent
Requirement

Exceptions to the informed consent requirement
have been recognized for four situations:

1. emergencies when the delay in treatment nec-
essary to obtain a patient consent would re-
sult in significant harm to the patient,

2. unanticipated conditions that arise during
surgery ‘when obtaining consent would ex-
pose the patient to the risks of a second sur-
gical procedure,

3 “therapeutic privilege” situations when a phy-
sician reasonably believes that the patient
mental or physical well-being would be seri-
ously threatened if he or she learned the in-
formation, and

4 wavier situations when the patient has clearly
expressed a desire not to receive the infor-
mation.

In the context of this report, it should be noted
that exceptions to the consent requirement are
frequently required in cases of unanticipated
cardiac or respiratory arrest (emergencies). In
addition, some people believe that elderly patients
are more likely than younger patients to waive
a full explanation of their diagnosis, prognosis,
treatment options, and potential risks of treat-
ment, This belief is based on evidence that elderly
people are somewhat more likely than younger
people to be satisfied with the amount of infor-
mation they receive (90) and that, as a group, they
generally have more deferential attitudes toward
health care professionals and are more respect-
ful of authority than younger people (65,87).

In practice, waivers of the informed consent
requirement are often based on a tacit understand-
ing between the patient and the health care pro-
vider rather than on the explicitly stated prefer-
ence of the patient (61). To ensure that health care
providers do not simply assume that elderly or
other patients want to waive their right to in-
formed consent, many commentators have sug-
gested that such waivers should be explicitly stated
by the patient and should be allowed only in situ-
ations where the provider has made clear his or
her willingness to discuss the proposed treatment
with the patient (6,61,80,90).

Practical Problems in
Informed Consent

Disclosing and explaining information so that
a patient’s consent or refusal is truly informed
is a process that requires time, patience, and an
ability to communicate on the part of the physi-
cian or other health care provider. The fast pace
and pressures of modern medical practice, par-
ticularly in hospitals, may leave health care pro-
viders with little time or inclination to explain com-
plex medical technologies clearly to their patients
or to discuss the risks and benefits of alternate
treatments. Moreover, some commentators have
noted that the educational experience in most
medical schools and the process of professional
socialization during internship and residency fre-
quently do not prepare physicians to communi-
cate effectively with patients about their illness,
its treatment, and the associated risks, benefits,
and alternatives (63,64). These problems are ex-
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acerbated when health care providers assume,
sometimes without evidence, that a patient is not
capable of understanding the explanation, or
when a patient has a hearing or speech impair-
ment that interferes with communication. Both
situations arise more frequently with elderly pa-
tients than younger ones.

One study of medical decisionmaking in a hos-
pital and an outpatient clinic (73) concluded that
informed consent as it is envisioned in the law—a
process in which a physician provides a patient
with information and the patient then brings his
or her personal preferences and values to bear
on the information, makes a decision, and instructs
the physician as to how to proceed—is largely ab-
sent from clinical practice. That study showed that
patients were seldom given information about the
risks and benefits of a proposed treatment before
a decision about the treatment was made, They
were almost never given information about alter-
nate treatments. Some chronically ill patients—
notably those on renal dialysis—were well in-
formed about all aspects of their conditions and
treatment, and outpatients were better informed
than inpatients. However, most patients ac-
guiesced passively in the physicians’ treatment de-
cisions without being informed as required by in-
formed consent law.

According to the researchers, the divergence
between informed consent as envisioned by the
law and the decisionmaking practices observed
in this study arises not only from the behavior
of physicians but also from the apparent wishes,
expectations, and behavior of patients:

Our findings suggest that even if doctors were
acting in the way anticipated by law, decisionmak -
ing would bear little resemblance to the legal
model . . . . We have been struck by the fact that
overwhelmingly, even when patients are given in-
formation about their treatment and treated as
if they had decisional authority, they act in a pas-
sive manner. When asked, most patients seemed
happy with the amount of information they were
getting, and even when they wanted more, it was
rarely in order to make decisions about treatment.
Even when they said they wanted information to
make treatment decisions, they often acted as if
they would rather have the doctor decide. For the
most part, patients were not very interested in

much of what was told to them. Even when they
were interested in the information, they still often
acted as if the final decision ought to be left to
the doctor (73).

The researchers in this study suggest that the
model of medical decisionmaking that underlies
the doctrine of informed consent—i.e., that med-
ical decisionmaking involves one or more discrete
decision points at which the treatment options are
clear and one can be selected—is invalid in many
clinical situations. In actuality, they say:

Much of the decisionmaking that doctors engage
in takes place at a preconscious level , . . Quite
early in the process the physician reaches a diag-
nosis and a decision about the preferable treat-
ment. Seldom does the doctor see a series of alter-
native possibilities. Rather, for each problem there
typically exists a medically preferable treatment,
not a series of alternatives from which a patient
may choose. It does not seem to the doctor to be
a decisionmaking process but simply a question
of persuading the patient to accept proper treat-
ment. The decision has been made—by the doc-
tor (73).

The model of medical decisionmaking that un-
derlies the informed consent doctrine may be
more relevant for some types of treatments, some
treatment settings, and some patient populations
than others. The model is most applicable for pa-
tients who have a single medical problem for
which there are several treatment options (37,73).
In contrast, for some critically ill patients receiv-
ing multiple treatments in an intensive care unit
(ICU), the medical decisionmaking process may
be virtually continuous because of the patient’s
unstable condition and the complex interaction
of multiple illnesses and treatments, In such a sit-
uation, the model of medical decisionmaking that
requires the patient to be informed and to con-
sent to each decision may be almost impossible
to apply. Similar situations may arise with some
severely debilitated patients who require a series
of decisions, each of which can have life -and death
implications. Both types of decisionmaking situa-
tions arise with the medical treatments, treatment
settings, and patient populations discussed in this
report.

One practical question about informed consent
law is the validity and necessity of written con-
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sent forms. Many observers point out that the
goals of informed consent law are not fulfilled
when a patient simply signs a preprinted form
without prior communication between the patient
and the health care provider about the risks and
benefits of the proposed treatment, about alter-
nate treatments, and about the patient wishes.
Yet research and anecdotal evidence indicate that
many health care providers act as if getting the
patient signature on a consent form constitutes
informed consent (37,61,63,73,90).

Legal experts point out that except when con-
sent is needed for patient participation in a re-
search protocol, a written consent form is not le-
gally required (6,61). Moreover, a written consent
form may not even constitute legal proof that in-
formed consent has occurred (14,43,61 ,105). Ac-
cording to two observers, patients who have
signed such a form may claim that they didn’t
really give informed consent:

(Patients may claim), “I was nervous”; “I didn’t
understand because the doctor used big, techni-
cal words”; ‘I was in such pain that | would do
anything to get rid of it”; “They had already given
me a shot so 1 wasn ‘t clearheaded”; " The nurse
handed me this piece of paper at the last minute
and | signed it without even looking at it .“ Such
claims are likely to carry extra weight in the mind
of a jury that is contemplating the plight of an
injured older patient (61).

Although signed consent forms may not consti-
tute proof that informed consent was obtained,
they generally create a legal presumption that it
was, and shift the burden of responsibility to the
patient to prove that it was not (61).

Despite questions about the legal necessity and
validity of written consent forms, most hospitals,
nursing homes, and other health care facilities re-
quire such forms, particularly for surgical and
other procedures that are considered invasive. *

"Many health care facilities do not require a signed consent form
for treatments that do not involve surgery and are not considered
Inv asive, for example, nasogastric tube feeding and antibiotic treat-
ment (see ch8 and ch9)

A requirement for a signed consent form does
not guarantee that any meaningful communica-
tion has taken place between the patient and the
health care provider and may sometimes delay
the initiation of treatment while the form is signed,
witnessed, and noted in the patient medical rec-
ord. In cases where the patient is not decisionally
capable, obtaining a signed consent form may re-
quire locating a surrogate and having that indi-
vidual come to the hospital or nursing home to
sign the form. For these reasons, some physicians
who agree in theory that patients or their sur-
rogates should almost always be involved in treat-
ment decisions and who generally discuss such
decisions with patients or their surrogates may
regard the process of obtaining written consent
as burdensome record keeping and may, there-
fore, resent formal requirements for informed
consent (37).

Recognizing the legitimacy of concerns about
written consent forms does not solve the prob-
lem of how to ensure that informed consent takes
place. Some observers have suggested that changes
in medical education and professional socializa-
tion during medical internship and residency are
the best solution to the problem (37,63). Others
suggest that legal suits by patients who have been
harmed as a result of medical interventions for
which they did not give true informed consent
are another method for changing medical prac-
tice (37). Finally, changes in hospital and nursing
home policies with regard to written v. verbal con-
sent and specific delineation in such policies of
the role of the patient or surrogate in the deci-
sionmaking process might also be helpful.

None of these solutions, however, will address
problems that arise because, as discussed earlier,
the model of medical decisionmaking that under-
lies the doctrine of informed consent does not
reflect the realities of some clinical situations. Fur-
ther analysis is needed to identify informed con-
sent procedures that are both valid and meaning-
ful in situations where decisionmaking is virtually
continuous due to the critical and unstable na-
ture of the patient’s condition.
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THE RIGHT TO REFUSE TREATMENT

The doctrine of informed consent and the case
law and statutes that underlie it support the pa-
tient’s right to refuse treatment (also known as
“withholding consent *). In theory, this right is not
diminished by the potentially fatal consequences
of refusing life-sustaining treatment or by the
opposing views of attending health care profes-
sionals. (In practice, as discussed throughout this
report, physicians and other health care profes-
sionals are often very reluctant to withhold or
withdraw life-sustaining treatment and sometimes
do not recognize or accept a patient decision to
refuse such treatment.)

To exercise the right to refuse treatment, a pa-
tient must possess the requisite mental capacity
to process the disclosed information and to make
a voluntary health care decision. Although most
adult patients are either clearly capable or clearly
incapable of making such a decision, some patients
have questionable or fluctuating decisionmaking
capacity. (See later section “Assessing Decision-
making Capacity in Elderly Patients.”)

Like consent, refusal of life-sustaining or any
other therapy by a patient should be based on
an informed choice, made in a voluntary manner
(81). The information needed to make an informed
choice has been examined above.

A voluntary choice implies an absence of coer-
cion. Patients and physicians may have different
values and goals in the context of health care de-
cisions. The physician is expected to infuse the
informed consent discussion with all of his or her
professional expertise and experience and to pro-
vide advice and opinion accordingly; the physi-
cian is not a neutral observer but rather a skilled
advocate of a particular position. It is the patient,
however, who is legally vested with the right to
decide whether to undertake the treatment. If,
after full disclosure by the physician, the patient
weighs the risks and benefits of a proposed pro-
cedure against his or her own individual fears,
hopes, and beliefs, and decides to refuse the in-
tervention, then this is a decision that the physi-
cian is legally required to accept. In general, how-
ever, if a patient decision violates the physician’s
convictions, the physician may withdraw from
treating the patient as long as the physician makes

reasonable efforts to assist the patient in obtain-
ing appropriate continuing care. (See discussion
of the societal interest in protecting the ethical
integrity of the medical profession below. )

Societal Interests That May Limit
the Patient’s Right To Refuse
Life-Sustaining Treatment

Strong as it may be, the patient’s right to refuse
medical treatment is not absolute. The law re-
quires that this right be balanced against the in-
terests of society and, in certain very limited cir-
cumstances, give way (77).

Four societal interests have been identified by the
courts as potentially worthy of causing the court
to override a patient’s right to refuse treatment:

1. the preservation of human life,

2. the protection of third parties,

3. the prevention of suicide, and

4. the protection of the ethical integrity of the
medical profession.

The societal interest in the preservation of hu-
man life is based on the fundamental religious and
ethical concept of the value of human life in gen-
eral and the value of each individual’s life. This
societal interest has been raised as a competing
argument in virtually all court cases concerning
refusal of life-sustaining medical treatment.

Although the societal interest in preservation
of human life is related to the well-being of indi-
vidual patients, unless some other individual is
adversely affected by a patient’s decision, the
balancing process applied by the courts has al-
ways come out in favor of the patient’s decision.
The patient objective well-being alone has never
been sufficient legal justification to force un-
wanted medical treatment on a decisionally ca-
pable patient (77,118).

In certain cases, there are cognizable third-party
interests in the patient decision to refuse treat-
ment. Particularly when the patient has minor chil-
dren who would suffer financially or emotionally
or who would be abandoned because of the pa-
tient decision to refuse life-saving or life-sustain-
ing treatment, the state, in its parens patriae role,
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may feel compelled to override the patient health
care decision. This societal interest is obviously
more relevant to patients who are parents of
young children. Few elderly persons fall into this
category.

The societal interest in prevention of suicide is
based on the value of human life and the corol-
lary that the individual’s life has value even if he
or she does not recognize it. This societal interest
has been raised most strongly in court cases con-
cerning individuals who are decisionally capable
and who wish to refuse life-sustaining treatment.
It has also been considered, however, in some
cases involving patients who are not decisionally
capable (see, for example, In re Quinlan [52]). In
general, the courts that have considered cases of
both kinds have concluded that refusal of life-
sustaining medical treatment does not constitute
suicide (5,1 18).

Finally, there is the societal interest in the ethi-
cal integrity of the medical profession. Some peo-
ple argue that the traditional role of health care
providers, i.e., to use appropriate therapies to cure
or ameliorate the effects of disease or injury, could
be seriously affected if patients are allowed to re-
fuse life-sustaining treatments; and that health
care providers may view themselves as instru-
ments of the patient’s death in such circumstances
and thereby he demoralized (17). These concerns
notwithstanding, established case law explicitly
articulates that protecting the ethical integrity of
the medical profession does not demand that pa-
tients accept whatever treatment physicians pro-
pose, particularly if the treatment would be fu-
tile or if the patient holds other values (such as
bodily integrity or privacy) above the preserva-
tion of his or her own life.

Whether health care providers and health care
facilities must participate in withholding or with-
drawing treatment when such participation vio-
lates their own convictions, is a question on which
courts have differed. In the 1986 ruling in Brophhy
v. New England Sinai Hospital, Inc. (21), the Mas-
sachusetts Supreme Judicial Court ruled that Mr.
Brophy’s feeding tube could be legally withdrawn
but that the hospital he was in could not he com-
pelled to participate in removing the tube and that
Mr. Brophy could be transferred to another facil-
ity for this purpose. In the 1986 New Jersey case

In re Requena (53), in contrast, the judge ruled
that Mrs. Requena had the right to refuse tube
feeding and that the hospital she was in, which
had petitioned the court to have her discharged,
must allow her to stay without being tube fed.

The case of Elizabeth Bouvia (see box 3-A) illus-
trates the conflict between the patient’s right of
self-determination, right of privacy, and right to
refuse unwanted treatment, on the one hand, and
the societal interests in preservation of human
life, prevention of suicide, and protection of the
ethical integrity of the medical profession, on the
other hand. In the final decision in this case, the
California Court of Appeal ruled, as courts have
generally ruled, that societal interests are seldom
so compelling that they can override the patient
fundamental right to refuse unwanted medical
treatment (5,111,118).

Practical Problems in Refusing
Treatment

The patient’s right of self-determination and
right to refuse treatment are of little value if they
are not supported in practice. Indeed, the treat-
ment setting and the beliefs and personalities of
the parties involved may have as much, if not
more, impact on a patient ability to refuse treat-
ment than the dictates of legal theory.

Hospitals may be overwhelming and intimidat-
ing for some patients. They are often large, com-
plicated institutions. Patients are often subject to
a steady stream of providers and procedures,
some of which are not explained and some of
which are ordinarily provided without the pa-
tient’s explicit consent—for example, medications.
Overall, a patient may have little influence over
the daily course of events and may perceive a loss
of control.

The primary goal of hospitals is the diagnosis
and remedy of acute medical conditions, so that
patients can return to their baseline functioning.
There is a strong institutional commitment to cur-
ing disease and preserving life, and sophisticated
equipment and highly trained staff are readily
available to achieve these goals. The patient who
refuses life-saving or life-sustaining interventions
stands directly opposed to this institutional com-
mitment.
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is to be resolved by lawyers or judges. It is not a con-
ditional right subject to approval by ethics commit-
tees or courts of law. It is a moral and philosophical
decision that, being a competent adult, is hers alone
(20).

The court also firmly rejected arguments that phy-
sicians have a right to preserve a patient’s life against
that patient’s wishes. “It is incongruous, if not mon-
strous,” the court wrote, “for medical practitioners
to assert their right to preserve a life that someone
else must live, or, more accurately, endure, for ‘15
to 20 years.’ We cannot conceive it to be the policy
of this State to inflict such an ordeal upon anyone”
(20).

Finally, the court found that Bouvia’s motives for
exercising her right to refuse treatment are im-
material. At the same time, it rejected arguments
that she is in fact attempting to commit suicide (20).

The difference between the 1983 and the 1986
cases lies in the premises on which the cases were
based. In the first case, Bouvia had sought the right
to refuse any nutrition at all. Since she could eat
enough to live and chose not to, her refusal of tube
feeding was viewed as attempting to commit sui-
cide. In the recent case, she sought the right to avoid
artificial feeding while voluntarily taking in what-
ever nutrients she could tolerate. Since she could
no longer voluntarily orally consume adequate
amounts of food, tube feeding was viewed as “med-
ical treatment” replacing a faild physical function.
On that premise, the appellate court found her right

In the face of the strong institutional commit-
ments to provide treatment, refusing treatment
requires courage and personal force on the part
of the patient-qualities that may be difficult for
a critically or terminally ill or severely debilitated
patient to muster. This is especially true when the
patient is intimidated or confused by the situa-
tion he or she is in. Moreover, when a patient is
wholly dependent on physicians, nurses, and other
health care providers for all of his or her physi-
cal needs (as a patient may be in a hospital), the
patient may be reluctant to risk the caregivers’
disapproval or rejection by refusing treatment.

Residents of nursing homes face some of the
same practical problems in refusing treatment as
hospital patients. Specifically, the daily routine and

10 refuse artificial fwding in the second case to be
similer to the right to refuse treatment generally.
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pects created by her helplessness (20).

general atmosphere in some facilities engender
extreme dependence and a feeling of loss of con-
trol. Moreover, many nursing home residents are
not cognizant of their rights to receive informa-
tion about their condition and treatment and to
consent to or refuse proposed interventions. Fi-
nally, many nursing home residents are dis-
oriented or memory impaired (at least 63 percent
according to the findings of the 1985 National
Nursing Home Survey [112]). Even if a resident
has the full capacity to make decisions, the staff
sometimes assumes that he or she does not (4).

An outpatient setting, such as a physician’s of-
fice, may be less intimidating than a hospital or
nursing home for several reasons. There is often
more equality in the relationship between patient
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and physician in an outpatient setting. An out-
patient may be in better health than a hospital
or nursing home patient, and his or her overall
functioning may be better. The encounter be-
tween an outpatient and physician is scheduled
in advance and at the patient’s convenience, rather
than occurring without warning as, for example,
when the physician stops by the patient’s room
in a hospital or nursing home. Finally, if an out-
patient is dissatisfied with the information and
options presented, he or she can simply leave the
physician’s office and seek the advice and serv-
ices of another physician.

This apparent ease for the elderly patient in an
outpatient setting is deceptive, however. In par-
ticular, it may not be quite so easy for the elderly
patient to “shop around” for the most accom-
modating and respectful caregiver. Many elderly
people have low incomes. If a physician does not
accept Medicaid, or requires the patient to pay
a premium above the Medicare reimbursement
rate, that physician is, in effect, unavailable for
some elderly patients. Moreover, lack of transpor-
tation keeps many elderly patients from leaving
one caregiver for another who is less accessible
geographically. Thus, even outpatients may experi-
ence practical problems in finding a physician who
will continue to treat them but accept their re-
fusal of a proposed medical intervention.

Legal Liability for Failure To
Recognize the Patient’'s Right To
Refuse Treatment

The only reported case in which health care
professionals and health care institutions have
been held to be potentially liable for damages for

failing to recognize a patient right to refuse treat-
ment is Leach v. Shapiro (70):

In 1980, Edna Leach, a 70-year-old woman with
amyotrophic lateral sclerosis ALS), was admitted
to an Akron, Ohio, hospital because of breathing
difficulty She had a cardiac arrest in the hospi-
tal, was placed on a mechanical ventilator and
nasogastric tube feeding, and remained in the hos-
pital in a chronic vegetative state (69).

After 4 months, her husband asked her physician
to remove the ventilator. The physician refused,
and the husband, who was her legal guardian,
petitioned an Ohio court for an order to discon-
tinue life support. The court granted the petition
in December 1980. The mechanical ventilator was
removed in January 1981, and Mrs. Leach died
(70).

In 1982, Mrs. Leach’s estate petitioned the court
for punitive damages for the 159 days she was
on life support following her husband’s request
that the ventilator be removed. The trial court
that heard the case dismissed it on the grounds
that there was no legal basis for a finding of puni-
tive damages in such a case (70).

The appeals court reversed this decision, rul-
ing that the physician and the hospital could be
liable for punitive damages if it could be shown
that Mrs. Leach’s legal guardian did not give ex-
plicit informed consent for the treatment and that
Mrs. Leach had previously expressed her wish not
to be kept alive on machines. The case was sent
back to the trial court for determination of these
facts (70).

Prior to the trial, the hospital settled out of court
with the Leach estate. At the trial, in which the
physician remained a defendant, the judge ruled
that there was not sufficient evidence to go to a
jury, and the case was dismissed (103).

COMPETENCY AND DECISIONMAKING CAPACITY

The law presumes that adults are competent—
that is, all adults are considered to be able to ex-
ercise the full panoply of rights afforded to them
upon reaching the age of majority. This legal pre-
sumption of competence is a global protection that
grants individuals the freedom to act in numer-
ous spheres of life.

Not all adults have sufficient mental abilities to
make and articulate rational decisions, however.
If factual evidence that a patient lacks decision-
making capacity is presented to a court of the
appropriate jurisdiction to rebut the presumption
of competency, the patient may be declared “in-
competent .“ Unless there is a formal court chal-
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lenge to an individual’s competency, however, the
legal presumption of competency and all the at-
tendant rights it affords remain in effect.

When nonlawyers describe an individual as
“competent” in the context of a health care deci-
sion, they rarely intend the label to evoke the
global legal presumption just described. Instead,
they usually mean only that they personally be-
lieve the individual has the requisite mental ca-
pacity to consent to or refuse a particular medi-
cal intervention. Likewise, when nonlawyers
describe an individual as “incompetent” in this con-
text, they seldom mean that a court has deter-
mined that the individual is incompetent. Rather,
they mean that they personally think the individ-
ual does not have the requisite mental capacity
to consent to or refuse treatment.

In this report, in order to avoid confusion be-
tween the two meanings, the words “competent”
and “incompetent” are used only in the legal sense.
Thus, the word “incompetent” is only used to de-
scribe an individual who has been determined by
a court to be incompetent. The words “decision-
aily capable” and “decisionally incapable” are used
to describe an individual’s mental capacity as de-
termined formally or informally by any individ-
ual or group other than a court. Used in this way,
the terms competent and decisionally capable are
not always synonymous—adult patients can re-
tain their legal presumption of competence while
being clearly not decisionally capable in the opin-
ion of their caregivers or families. Likewise, the
terms incompetent and decisionally incapable are
not necessarily synonymous—adult patients who
have been declared incompetent by a court may
be perceived by their caregivers or families to be
able to participate in a specific health care deci-
sion. (Few health care providers would risk fol-
lowing a treatment decision of a patient who has
been adjudicated incompetent, though.) Moreover,
in some cases, courts have decided that an indi-
vidual is not capable of making a specific health
care decision but have not declared the individ-
ual incompetent.

In the reality of medical practice, if a patient
consents to a proposed intervention, it is very un-
likely that the patient’s competency will be chal-
lenged, particularly if family members also agree

(33,77). If all agree that a proposed intervention
promotes the patient’s objective well-being, it is
in no one’s interest to probe the patient’s deci-
sionmaking capacity and undermine the patient
presumed competency. People sometimes assume
that if “competent,” the patient would have cho-
sen the option that promotes his or her objective
well-being anyway, In the absence of contrary evi-
dence, no one is likely to challenge this assump-
tion (118).

Thus, refusals of therapeutic or diagnostic pro-
cedures that are recommended by a physician trig-
ger most assessments of a patient’s decisionmak-
ing capacity (33,9 0). It is generally agreed that
when a patient’s choice differs from what is
thought to be in his or her objective best interest,
caregivers should confirm that the patient is deci-
sionally capable. This is not to say that because
the patient chooses differently than the physician,
the patient is decisionally incapable. But when a
patient refuses an intervention that would be life-
saving or medically beneficial, it is prudent to make
certain that the patient is accurately informed,
acting voluntarily, and able to reconcile this deci-
sion with his or her personal values and prefer-
ences (33,118).

Assessing Decisionmaking Capacity
in Elderly Patients

Although American law presumes, absent a rul-
ing by a court to the contrary, that every adult
is capable of consent or refusal of any proposed
medical treatment, the reality is that health care
providers, family members, and others often as-
sume that elderly people are decisionally incapa-
ble. Actions that would not be thought to indi-
cate incapacity in a younger person all of a sudden
do indicate it in an elderly person (5). This is not
a new problem, The sons of Greek dramatist Soph-
ocles brought a proceeding against him to obtain
his property and supported their argument that
Sophocles was a lunatic on the basis of his preoc-
cupation with writing his play Oedipus at Colo-
nus. In his defense, Sophocles read from the play
and asked the jury if it seemed the work of an
imbecile. The jury reportedly applauded the read-
ing and declared Sophocles to be of sound mind.
One modern legal commentator opines that un-
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der contemporary statutes, use of this defense
could result in the sons’ walking out of the court-
room “in control of his property” (9). Indeed, many
States retain “advanced age” as sufficient grounds
for appointment of a conservator over one’s prop-
erty. Moreover, until 1976 in California and 1978
in Illinois individuals could be found incompetent
merely because they were “old and sick” (9).

Some persons of all ages are clearly incapable
of making decisions (e.g., persons who are per-
manently unconscious) but there are many other
persons whose ability to make decisions is not
clear. Among the elderly, such persons may suf-
fer from the early stages of Alzheimer’s disease
or another disease that causes dementia. Although
they may be currently capable of making deci-
sions about their medical care, this status is often
fluctuating or declining. Alternatively, many acute
and chronic diseases and conditions can affect
mental ability—usually temporarily. Infections,
cardiovascular disease, dehydration, and nutri-
tional deficiencies are a few examples. Persons
with any of these diseases or conditions may be
currently incapable of making decisions, although
it is likely that their decisionmaking capacity will
be restored. Pain or fatigue associated with acute
or chronic disease and many medications can also
cause temporary confusion. Those who assess a
patient mental abilities need to be aware of these
effects and their potential impact on the patient
decisionmaking capacity.

Because of the sensitivity of the aged brain to
any changes in a person’s physical condition, fluc-
tuating cognitive ability may be more common
among elderly people than younger people. Per-
sons with fluctuating cognitive ability may appear
quite lucid at some times and confused and dis-
oriented at other times. Such patients may be able
to make decisions during intervals of lucidity, but
if a patient cognitive ability fluctuates, accurate
assessment may take more than one visit. Some
experts suggest that when assessment of decision-
making capacity is being conducted in a nonemer-
gency setting, there should be at least two con-
tacts with the patient on different days (7).

There are no uniformly accepted procedures
for determining decisionmaking capacity. In fact,
in many clinical settings, patients’ cognitive defi-

cits that may affect decisionmaking capacity are
not routinely identified (31,38,66,79,89,95). When
the need to determine a patient decisionmaking
capacity arises in the context of a proposed diag-
nostic procedure or therapeutic intervention, the
determination is often made quickly and on an
ad hoc basis, frequently without any manifest
awareness on the part of the physician or other
health care provider that it is being made (73).

In hospitals and sometimes in nursing homes,
if a patient refuses a proposed intervention, staff
may request an evaluation by a consulting psy-
chiatrist. Whether the psychiatrist has the final
word on the patient capacity to make the deci-
sion depends on many factors, including the pol-
icies of the institution, its sensitivity to the rights
of patients, and even the strength of the patient
refusal (1 18).

Health care providers ma-y turn to family mem-
bers or in their absence other available parties
(such as clergy or close friends) for help in assess-
ing the patient capacity to make a decision. Those
who know the patient best can help to determine
whether the patient’s articulated refusal is con-
sistent with the preferences and values that he
or she has expressed over a lifetime. For exam-
ple, is the patient refusal of a proposed amputa-
tion consistent with the importance he has previ-
ously given to such factors as personal appearance
or the ability to walk independently? Perhaps the
patient has been an athlete who previously told
his loved ones that he would never want to lose
his leg, even if his life was in jeopardy (118).

If a patient’s decision is in accord with his or
her previously articulated values, caregivers may
be more inclined to accept it even if there is un-
certainty about the patient’s decisionmaking ca-
pacity. In such a situation, labeling the patient
“decisionally capable” permits the caregivers to
respect the patient decision and is consistent with
the “empowering” notion that underlies the con-
cept of legal competency (118). In such cases, how-
ever, the caregiver must walk a fine line between
respecting the patient’s right to make decisions
and protecting the patient from a harmful deci-
sion. If the patient does not possess the mental
capacity to process the information necessary to
render consent or refusal, then the caregiver’s
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acceptance of the patient articulated choice, sim-
ply because patients generally have the right to
make these decisions, may constitute a mockery
of the principles that underlie the concept of in-
formed consent. Patients who are decisionally in-
capable need to be protected from harmful choices
(33,118).

Assessment of Decisionmaking
Capacity by Courts

On rare occasions, courts are presented with
the question of whether or not a patient is com-
petent to refuse treatment. Usually in the course
of seeking a judicial determination, the petitioner
is also asking the court to appoint a legal guard-
ian to make the decision for the patient, presum-
ably in favor of accepting the proposed treatment.
The petitioner may also be asking the court to
decide whether the proposed treatment should
be provided.

In most cases where judicial determination of
decisionmaking capacity is sought, the court re-
lies strongly on the opinions of the patient’s phy-
sician, other health care providers, the consult-
ing psychiatrist (if there is one), the family, and
occasionally the patient.

As mentioned above, a judicial determination
of decisionmaking capacity does not necessarily
equate to a formal decision of the patient’s legal
status as a competent adult. An individual may
be considered legally competent, and therefore
retain all of the attendant rights (e.g., the right
to vote, make a contract, or write a will), but still
be declared incapable of making the specific de-
cision in question. Conversely, a court may declare
the individual incompetent and appoint a guard-
ian to manage all aspects of his or her life, even
though only one type of ability was originally in
question.

Recourse to a court to determine a patient deci-
sionmaking capacity is not routine, and many com-
mentators do not believe it should be (7,77,78,91).
Health care providers and families tend to avoid
seeking court resolution on questions of decision-
making capacity because such determinations can
be costly, time consuming, and emotionally stress-
ful. Judicial hearings are generally open to the

public and may lead to publicity that disturbs those
who prefer private resolution of such matters.
Moreover, although it is possible in an emergency
to get a quick judicial resolution, in the ordinary
situation, the wheels of justice grind very slowly.
State court systems are usually backlogged, and
patients with life-threatening conditions often die
before their cases are decided (although some
cases have been decided after the patient died).

There is no evidence that judges have a better
analytic ability or ethical framework on which to
determine decisionmaking capacity than those
who work in health care institutions. Although
they may be less biased than those who care for
the patient, judges have little experience with these
types of cases and, by and large, rest their deci-
sions on the caregivers’ recommendations. Thus,
little may be gained by bringing these determina-
tions to court. Moreover, there is a small risk that
once the assessment of decisionmaking capacity
is brought to court, a judge may rule on the pa-
tient’s legal status as a competent adult. The pa-
tient might not only be disempowered in the con-
text of the specific health care decision, but could
lose all the fundamental rights that accompany
the legal presumption of competence (1 18).

The foregoing discussion is not meant to imply
that it is never appropriate to ask courts to rule
upon a patient decisionmaking capacity. Courts
are the appropriate forums for the determination
and protection of individual rights, and some le-
gal experts argue that a court hearing is the most
appropriate procedure for determining decision-
making capacity (11 ). Others believe that a court
hearing is appropriate only in certain cases, for
example, when health care providers disagree
among themselves or disagree with family mem-
bers about whether a patient is decisionally ca-
pable. Alternatively, there may be patients whose
decisionmaking capacity is so questionable that
caregivers require a judicial declaration before
they are comfortable in accepting the patient de-
cision. In most cases, however, the question of a
patient decisionmaking capacity, can be decided
in the health care institution, if caregivers are sen-
sitive to factors that may affect either the patient
capacity or the assessment, including institutional
setting and caregiver biases (118). In some insti-
tutions, this is a big if.
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Substantive Criteria for Determining
Decisionmaking Capacity

There are few published judicial pronounce-
ments on the substantive criteria for assessing
decisionmaking capacity. This situation is primarily
attributable to three factors. First, as previously
noted, judicial determination of decisionmaking
capacity in the context of health care decisions
is rare, and courts have therefore had few op-
portunities to consider the issue. Second, the
courts that have ruled in cases involving capacity
and medical decisionmaking have, for the most
part, been presented with patients who were
clearly decisionally incapable. In those cases, the
judicial opinion focused not on the ability of the
patient to make the decision, but rather on the
authority of a third party to make decisions on
the patient’s behalf. Third, the courts that hear
these cases frequently do not issue written
opinions.

Legal scholars have identified three approaches
to determining decisionmaking capacity: outcome,
status, and functional ability. Under the outcome
approach, the determination of decisionmaking
capacity is based on whether the patient’s actual
decisions reflect community values and conven-
tional wisdom about appropriate health care. Un-
der the status approach, an individual’s decision-
making capacity is determined on the basis of his
or her status in predetermined categories (i.e., con-
sciousness, age, physical or mental diagnosis) with-
out regard to his or her actual decisionmaking
capacity. The functional approach focuses on the
individual’s actual functioning in decisionmaking
situations (5,90).

The few courts that have considered criteria
for determining decisionmaking capacity have
generally adopted the functional approach rather
than the outcome or status approach. Commen-
tators have proposed four possible tests to meas-
ure a person’s decisionmaking capacity using the
functional approach:

1. evidencing a choice,

2. evidencing an understanding of relevant in-
formation and issues,

3. rationally manipulating the relevant informa-
tion, and

4. in addition to the above three, appreciating
the nature of the situation (7).

Appreciating the nature of the situation is seen
as “distinct from factual understanding in that it
requires the subject to consider the relevance to
his immediate situation of those facts he has un-
derstood previously in the abstract” (98). It is
regarded as the strictest test.

Two cases illustrate the functional approach to
determining decisionmaking capacity. Both cases
involved elderly patients who refused life-saving
amputation of gangrenous limbs. Applying simi-
lar criteria, the courts judged one patient deci-
sionally capable and the other decisionally in-
capable.

A 1978 Massachusetts case, Lane v. Candura
(68), concerned a 77-year-old widow who initially
vacillated and ultimately refused to allow ampu-
tation of her gangrenous leg. In the court’s opin-
ion, Mrs. Candura possessed “the legally requi-
site competence of mind and will to make the
choice for herself .* The court recognized that the
patient was “lucid on some matters and confused
on others.” The focus of the court inquiry, how-
ever, was on whether she made a choice “with
full appreciation of the consequences.” With that
perspective, the court found Candura to be capa-
ble of making her “most unfortunate” but “not . . .
uninformed decision” (68). The court stated:

Senile symptoms, in the abstract, may, of course,
justify a finding of incompetence, but the inquiry
must be more particular. What is lacking in this
case is evidence that Mrs. Candura’s areas of for-
getfulness and confusion cause, or relate in any
way to, impairment of her ability to understand
that in rejecting the amputation she is, in effect,
choosing death over life (68).

The Candura court cited for support a 1973 Penn-
sylvania case, In re Yetter (57), and a 1978 New
Jersey case, In re Quackenbush (51), in which pa-
tients with fluctuating lucidity were declared ca-
pable of refusing life-sustaining surgery. For the
Candura court, the key factor in determining deci-
sional capacity was the patient’s capability of “ap-
preciating the nature and consequences” of refus-
ing treatment (68).

This focus on the patient’s ability to appreciate
and understand the nature and consequences of
refusing treatment was also important to the court
in a 1978 Tennessee case, State Department of
Human Services v. Northern (107). Mary North-
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ern was a 72-year-old patient with gangrenous
feet who refused permission for her feet to be
amputated. She was considered to be generally
lucid and of sound mind. On the one issue of her
rotting feet, however, Northern would not rec-
ognize the seriousness of her condition or the pos-
sibility that she might die without surgery. In fact,
the court stated, “she evinces a strong desire to
live and an equally strong desire to keep her dead
feet” (107).

For the Northern court, it was the woman’s in-
ability publicly to give evidence of “a comprehen-
sion of the facts of her condition” that led the court
to hold Northern incapable of making the deci-
sion (107). The court stated:

Capacity means mental ability to make a rational
decision, which includes the ability to perceive,
appreciate all relevant facts . . . . On the subjects
of death and amputation of her feet, her compre-
hension is blocked, blinded, or dimmed to the ex-
tent she is incapable of recognizing facts which
would be obvious to a person of normal percep-
tion (107).

Thus, the courts in both of these cases chose to
emphasize the patient’s ability to comprehend and
appreciate both the situation and the consequences

of refusal of treatment in determining whether
the patient has the requisite capacity to refuse
treatment.

A variety of tests to determine a patient’s deci-
sionmaking capacity have been proposed [see, for
example, President’s Commission, 1982 [90]; Roth,
etal.,, 1977 [98]; Stanley, 1983 [106]). There is gen-
eral agreement that the goal is to construct a test
that balances patient autonomy or self-determina-
tion and the need to protect decisionally incapa-
ble patients from harmful decisions. All the pro-
posed tests measure the patient’s capacity to make
the particular health care decision at issue, not
his or her decisionmaking capacity in general. Yet
the tests differ in their language and stringency.
Some commentators argue that standards of deci-
sionmaking capacity should change depending on
aspects of the specific decision, e g., the potential
risk to the patient and the certainty of treatment
outcome (see, for example, Drane, 1985 [33]). The
existence of this variety of tests highlights the fact
that determinations of decisionmaking capacity
reflect conflicting societal judgments about when
patients should be accorded the freedom to de-
cide as they please, and when protection, more
than autonomy, is the primary goal (118).

LEGAL ASPECTS OF MEDICAL DECISIONMAKING FOR
DECISIONALLY CAPABLE ELDERLY PATIENTS

Elderly people who are clearly capable of mak-
ing decisions, or who have been assessed to be
capable by whatever criteria, have the same rights
to make health care decisions as do all other adults.
Their age in no way diminishes the recognition
and respect that caregivers owe to decisionally
capable patients who face proposed medical in-
tervention. Thus, a decisionally capable elderly
patient has the right to be informed of the diag-
nosis, prognosis, proposed intervention, risks of
that intervention, availability of other options and
their risks, and consequences of not intervening
at all. After receiving this information, he or she
is legally empowered to either consent to or re-
fuse the intervention, even if that refusal should
lead to serious harm or death for the patient.

Several State and Federal courts have affirmed
the right of decisionally capable elderly patients
to refuse unwanted medical interventions whether

such refusal involves withholding or withdraw-
ing the treatment. For example, in the 1980 Florida
case Satz v. Perlmutter (100), the appeals court
affirmed a trial court order that permitted a 73-
year-old, mentally alert, terminally ill, hospitalized
patient to be removed from the mechanical ven-
tilator that sustained his breathing. The court
stated:

We find, and agree with, several cases uphold-
ing the right of a competent adult patient to re-
fuse treatment for himself. From this agreement,
we reach our conclusion that, because Abe Perl-
mutter has a right to refuse treatment in the first
instance, he has a concomitant right to discontinue
it (100).

More recently, in a 1984 California case, Bartling
v. Superior Court (13), the appeals court strongly
upheld the right of a decisionally capable, elderly
patient to discontinue treatment. Mr. Bartling was



108 . Life-Sustaining Technologies and the Elderly

a 70-year-old man who suffered from five major
medical problems, none of which was imminently
life-threatening. During a hospitalization for de-
pression, a routine chest X-ray showed a tumor
on his lung. Bartling agreed to a biopsy, during
the course of which his lung collapsed. Bartling
was placed on a mechanical ventilator, and efforts
to wean him from it were unsuccessful.

When both Bartling and his wife requested that
the ventilator be removed, his physicians refused
to comply, and Bartling was placed in “soft res-
traints” to prevent him from disconnecting the
ventilator tubes. Bartling petitioned the court for
damages and for an order to restrain the hospital
from administering any medical care without his
consent. The hospital, a religiously affiliated in-
stitution, argued that it was devoted to the pres-
ervation of life and that it would be unethical for
hospital physicians “to disconnect life-support sys-
tems from patients whom they viewed as having
the potential for cognitive, sapient life” (13).

The California Court of Appeal found that
Bartling was mentally capable of deciding to have
the ventilator disconnected and that he “knew he
would die if the ventilator were disconnected but
nevertheless preferred death to life sustained by
mechanical means” (13), In a clear statement of
the right of decisionally capable hospitalized pa-
tients, the court stated further:

If the right of the patient to self-determination
as to his own medical treatment is to have any
meaning at all, it must be paramount to the inter-
ests of the patient’s hospital and doctors, The right
of a competent adult patient to refuse medical
treatment is a constitutionally guaranteed right
which must not be abridged (13).

Nursing home residents who are decisionally
capable have a legal right to be informed and to
consent to or refuse any medical intervention,
regardless of their age or residence in a nursing
home. There is one known (but unpublished) ju-
dicial opinion that discusses the right of an elderly,
decisionally capable nursing home resident to re-
fuse treatment. In this 1984 case, In the Matter
of Application of Plaza Health and Rehabilitation
Center (58), a New York court found that the resi-
dent, an 85-year-old man, was decisionally capa-
ble at the time he began refusing to eat (“he know-

ingly and willingly made that decision with the
full understanding of the consequences, a hastened
death”) and that the facility, therefore, was nei-
ther required nor permitted to surgically force-
feed him. The judge stated, “I will not, against his
wishes, in effect order this 85- or 86-year-old per-
son to be operated upon and/or to be force-fed
in any manner, or to be restrained for the rest
of his natural life” (58). Although the judge did
not explicitly state on what basis he made this de-
cision, it is clear that this opinion is supported
by the resident’s common law right of self-deter-
mination (118).

OTA is not aware of any judicial decisions that
explicitly discuss the rights of the decisionally ca-
pable, elderly patient at home. However, a 1986
New Jersey case, In re Farrell (48) concerned a
37-year-old woman with amyotrophic lateral scle-
rosis (ALS) who was on a mechanical ventilator
at home. The Supreme Court of New Jersey found
that the woman was decisionally capable and that
the ventilator could be removed as she requested.
Observers point out that there is no reason to
doubt that an elderly patient’s right to make in-
formed, voluntary decisions applies when the pa-
tient is living at home, just as it does when the
patient is in other settings, and that this right could
be judicially vindicated if necessary (32,118).

Despite the legal right of decisionally capable
elderly patients to make health care decisions and
to refuse unwanted treatment, many practical dif-
ficulties can interfere with their exercise of this
right, as discussed earlier. Especially troublesome
is the possibility that some elderly persons who
are decisionally capable and who refuse treatment
may be assumed to be or said to be decisionally
incapable without a careful and unbiased deter-
mination of their decisionmaking capacity. It is
not known how often such situations occur, but
three factors suggest that they may occur more
often than is generally recognized: 1) lack of
agreed upon procedures and criteria for deter-
mining decisionmaking capacity; 2) the fact that
determinations of decisionmaking capacity are
sometimes made quickly and informally by health
care providers who are barely aware that they
are making such a determination (73); and 3) the
widespread societal myth that elderly people are
generally senile and confused (22).



Ch. 3—Legal Issues .109

LEGAL ASPECTS OF MEDICAL DECISIONMAKING FOR
DECISIONALLY INCAPABLE ELDERLY PATIENTS

For patients who are clearly incapable of mak-
ing decisions in general, or who have been
assessed to be incapable of making a particular
decision, several questions arise:

. Can life-sustaining treatment ever be refused
on behalf of a decisionally incapable patient?

« If so, who is empowered to make that de-
cision?

« What criteria should guide a person who is
making a decision on behalf of such a patient?

Courts that have considered treatment decisions
for persons who are decisionally incapable have
begun with the premise that such persons’ rights
are the same as the rights of persons who are deci-
sionally capable. For example, the court in the
1977 Massachusetts case Superintendent of Bel-
chertown State School v. Saikewicz (109), which
involved possible chemotherapy for a 68-year-old
congenitally retarded man, explicitly stated:

The substantive rights of the competent and the
incompetent person are the same in regard to the
right to decline potentially life-prolonging treat-
ment . . .. The recognition of that right must ex-
tend to the case of an incompetent, as well as a
competent, patient because the value of human
dignity extends to both (109).

Since courts have recognized the uniform ap-
plicability of the fundamental rights of patients
in medical decisionmaking, the challenge has been
to develop procedures and substantive criteria for
decisionmaking that protect these rights and at
the same time protect vulnerable patients from
harmful decisions and protect societal interests
related to the decisions (s). Case law and statutes
provide a variety of procedures to accomplish
these goals. Among them are procedures for des-
ignating a surrogate decisionmaker (as authorized
by durable power of attorney, guardianship, and
family consent laws and some living will statutes)
and procedures for documenting a patient treat-
ment preferences while the patient is decision-
ally capable—notably living wills. In addition, sev-
eral courts have outlined substantive criteria to
guide decisionmaking for persons who are deci-
sionally incapable and/or set out procedures for

reviewing treatment decisions for such persons.
These criteria and procedures vary in different
States because of differences in case law and stat-
utes in each State. Thus, no one description cov-
ers every jurisdiction.

Criteria and procedures for decisionmaking for
persons who are decisionally incapable are ex-
tremely important for the technologies and the
kinds of patients that are the focus of this report.
Although in medical practice in general, most pa-
tients are decisionally capable, many patients who
are candidates for the five technologies discussed
in this report are not decisionally capable at the
time treatment decisions must be made, No relia-
ble figures are available on the number of such
patients. As discussed in chapters 8 and 9, how-
ever, some of the elderly people who are candi-
dates for tube feeding or life-sustaining antibiotic
therapy are confused as a result of organic dis-
eases that cause dementia. People with such dis-
eases are sometimes also candidates for resusci-
tation, mechanical ventilation, and dialysis.
Furthermore, many persons who are not demented
may be so sick at the time decisions about life-
sustaining technologies must be made that they
are not able to participate in the decisions. At the
extreme are patients who are unconscious at the
time of the decision.

Most decisions about life-sustaining treatments
for decisionally incapable elderly patients arise
in hospitals or nursing homes, but the courts that
have considered cases involving such decisions
have generally not limited the applicability of their
rulings to specific settings. An exception was the
1985 ruling of the New Jersey Supreme Court in
the case of Claire Conroy (46), which was held
to apply only to nursing home residents (see dis-
cussion below).

Designating a Surrogate
Decisionmaker

In many jurisdictions, adults are legally author-
ized to appoint, in advance of incapacity, another
person to act as a surrogate or proxy decision-
maker. In the event that the individual subse-
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guently becomes incapable of making health care
decisions, the surrogate is empowered to act,

The advance appointment of a surrogate deci-
sionmaker by a patient has several preconditions.
The patient must be capable of making decisions
at the time the directive is made, must have
thought about the need to appoint a surrogate
in advance, and must have had someone available
and willing to take on that role. For elderly indi-
viduals without relatives or close friends, appoint-
ing a surrogate may be difficult.

For individuals who have someone to appoint
as surrogate, designating this person in advance
can minimize confusion and uncertainty in future
medical decisions. Selecting a surrogate in advance
assures the patient that someone trustworthy and
knowledgeable will be acting on his or her behalf
if it becomes necessary.

If a patient has not appointed a surrogate be-
fore becoming decisionally incapable, health care
providers who must make treatment decisions for
the patient may turn to the courts to appoint a
surrogate. More frequently though, they desig-
nate (formally or informally) a family member or
friend of the patient to act as the surrogate. Who
is designated as a surrogate in either of these sit-
uations depends on several factors, including the
case law and statutes of the jurisdiction and the
availability of family or close friends of the patient.

According to one observer, a surrogate decision-
maker should possess the following qualities:

« he or she should have no conflict of interest
or should be able to overcome a potential con-
flict of interest;

« he or she should have the capacity to partici-
pate in the decisionmaking process in an in-
formed and conscientious manner (with the
necessary corollary that health care providers
must provide the appropriate information);
and

« he or she should have the ability to advocate
the patient’s interests throughout the deci-
sionmaking process (25).

Advance Appointment of a Surrogate
Decisionmaker by the Patient

Depending on the State, an individual can ap-
point a surrogate decisionmaker through either
a durable power of attorney or a living will. All
States and the District of Columbia have a dura-
ble power of attorney statute. These statutes per-
mit individuals (known as “principals”) to delegate
to another (known as the “proxy,” “agent,” or “at-
torney in fact”) the legal authority to act on the
principal’s behalf. Such empowerment is “dura-
ble” because, unlike the traditional power of at-
torney, it does not automatically terminate if the
principal subsequently becomes incompetent.

Durable power of attorney statutes were origi-
nally intended to permit financial or property
transactions in the absence of the principal. Noth-
ing in the language of these statutes precludes or
limits the use of a durable power of attorney as
a device for delegating medical decisionmaking
authority, and no court has ruled that a durable
power of attorney cannot be used for this pur-
pose (5). However, some uncertainty remains, ex-
cept in the 15 States’that expressly allow this
use (either through statutes or their interpreta-
tion) (27,83).

Some States, for example, California and Rhode
Island, have a specific form that is used to estab-
lish a durable power of attorney for health care.
The California form is illustrated in figure 3-1.
Most States do not require a specific form, how-
ever. A sample form that could be used in any
of these States is illustrated in figure 3-2. In some
States, a durable power of attorney for health care
must be notarized to be valid, and in some States,
it must be filed with a specific government office
(83).

The process of executing a durable power of
attorney may encourage an individual to consider
his or her treatment preferences and discuss them

‘Arizona, California, Colorado, Connecticut, Hawaii, Idaho, lowa
Maryland, Nevada, New Jersey, New York, North Carolina, Pennsyl-
vania, Rhode Island, and Virginia (27).
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Figure 3-1 .—California’s Form for Creating a Durable Power of Attorney for Health Care

CALIFORNIA
STATUTORY FORM DURABLE POWER OF ATTORNEY FOR
HEALTH CARE
(Cdlifornia Civil Code Section 2500)

Warning to Person Executing This Document

This iSanimportant legal document which is authorized by the Keene Health Care Agent Act. Before executing lii!, docu-
ment, you should know these important facts:

This document gives the person you designate as your agent (the attorney in fact) the power to make health care decisions
for you. Your agent must act consistently with your desires as stated in this document or otherwise made known.

Except as you otherwise specify in this document, this document gives your agent the power to consent to your doctor
not giving treatment or stopping treatment necessary to keep you alive.

Notwithstanding this document, you have the right to make medical and other health care decisions for yourself so long
as you can give informed consent with respect to the particular decision. In addition, no treatment may be given to you
over your objection at the time and health care necessary to keep Y ou alive may not be stopped or withheld if you object
at the time.

This document gives your agent authority to consent, to refuse to consent, or to withdraw consent to any care treatment,
service or procedure to maintain, diagnose or treat a physical or mental condition. This power is subject to any statement
of your desires and any limitations that You include in this document. You may state in this document any types of treat-
ment that you do not desire. In addition, a court can take away the power of your agent 10 make health care decisions
for you if your agent (1) authorizes anything that isillegal, (2) acts contrary to your known desires, or (3) where your
desires are not known, does anything that is clearly contary to your best interests.

Unless you Specify a shorter period in this document, this power will exist for seven years from the date you execute
this document and, if you are unable to make health care decisions for yourself at the time when this seven-year period
ends, this power will continue to exist until the time when you become able to make health care decisions for yourself.

Y ou have the right to revoke the authority of your agent by notifying your agent or your treating doctor, hospital, or
other health care provider oraly or in writing of the revocation.

Y our agent has the right to examine your medical records and to consent to their disclosure unless you limit this right
in this document.

Unless you otherwise specify in this document, this document gives your agent the power after you die to (1) authorize
an autopsy, (2) donate your body or parts thereof for transplant or therapeutic or educational or scientific purposes, and
(3) direct the disposition of your remains.

This document revokes any prior durable power of attorney for health care.

You should carefully read and follow the witnessing procedure described at the end of this form. This document will
not be valid unless you comply with the witnessing procedure

If there is anything in this document that you do not understand, you should ask a lawyer to explain it to you.

Your agent may need this document immediately in case of an emergency that requires a decision concerning your health
care Either keep this document where it isimmediately available to your agent and alternate agents or give each of them
an executed copy of this document. Y ou may also want to give your doctor an executed copy of this document.

Do not use thisform if you are a conservatee under the L anterman-Petris-Short Act and you want to appoint your con-
servator as your agent. Youcan do that only if the appointment document includes a certificate of your attorney.

SOURCE: California Civil Code Sections 2410-2443,
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Figure 3-1 .—California’s Form for Creating a Durable Power of Attorney for Health Care—Continued

1. Designation of Health Care Agent.
l,

(Insert your name and address)

do hereby designate and appoint

(Insert name address and telephone number of one individual only asyour agent to make health care decisions for Y ou. None of the
following may be designated as your agent: (1) your treating healh care provider, (2) a nonrelative employee of your treating health care
provier, (3) an operator of a community care facility, or (4) a nonrelative employee of an operator of a community care facility.)

as my attorney in fact (agent) to make health care decisions for me as authorized in this document. For the purposes of
this document, “health care decision” means consent, refusal of consent, or withdrawal of consent to any care treatment,
service, or procedure to maintain, diagnose,~ or treat an individual’s physical or mental condition.

2. Creation of Durable Power of Attorney for Health Care
By this document | intend to create a durable power of attorney for health care under Sections 2430 to 2443, in-
clusive of the California Civil Code This power of attorney is authorized by the Keene Health Care Agent Act and
shall be construed in accordance with the provisions of Sections 2500 to 2506 inclusive of the California Civil Code.
This power of attorney shall not be affected by my subsequent incapacity.

3. General Statement of Authority Granted.

Subject to any limitations in this document, | hereby grant to my agent full power and authority to make health
care decisions for me to the same extent that | could make such decisions for myself if | had the capacity to do so. In
exercising this authority, my agent shall make health care decisions that are consistent with my desires as stated in this
document or otherwise made known to my agent, including, but not limited to, my desires concerning obtaining or refus-
ing or withdrawing life-prolonging care treatment, services, and procedures.

(If you want to limit the authority ofyour agent to make health care decisions for You, You can state the limitations in paragraph
4[“Statement of Desires, Special Provisions, and Limitations”] below. You can indicate your desires by including a statement of your
desires in the same paragraph.)

4. Statement of Desires, Special Provisions, and Limitations.

(Your agent must make health care decisions that are consistent with your know desires. You can, but are not required to, state your
desires in the space provided below. You should consider whether You want to include a statement of your desires concerning life-
prolonging care, treatment, services, arid procedures. Y ou can also include a statement of your desires concerning other matters relating
toyour health care. You can also make your desires known to your agent by discussing your desires with your agent or by some other
means. If there are arty types of treatment that you do not want to be used, Y ou should state them in the space below. If You want
to limit in any other way the authority given your agent by this document, You should state the limits in the space below. If You do
not state any limits, your agent will have broad powers to make health care decisions for you, except to the extent that there are limits
provided by law.)

In exercising the authority under this durable power of attorney for health care my agent shall act consistently with

my desires as stated below and is subject to the special provisions and limitations stated below:
(a) Statement of desires concerning life-prolonging care, treatment, services, and procedures:

(b) Additional statement of desires, specia provisions, and limitations:

(You may attach additional pages if you need more space to complete your statement. If you attach additional pages, you must date
andsign EACH of the additional pages at the same time you date and sign this document. )

5. Inspection and Disclosure of Information Relating to My Physical or Mental Health.
Subject to any limitations in this document, my agent has the power and authority to do al of the following:
(a) Request, review, and receive any information, verbal or written, regarding my physical or mental health, including,
but not limited to, medical and hospital records.
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(b) Execute on my behalf any releases or other documents that may be required in order to obtain this information.
(c) Consent to the disclosure of this information.

(If you want to limit the authority of your agent to receive and disclose reformation relating to your health, You must state the limita-
tions in paragraph 4 [“Statement of Desires, Special Provisions, and Limitations’] above.)

6. Signing Documents, Waivers, and Releases.
Where necessary to implement the health care decisions that my agent is authorized by this document to make, my
agent has the power and authority to execute on my behalf all of the following:
(a) Documents titled or purporting to be a “ Refusal to Permit Treatment” and “Leaving Hospital Against Medical
Ad\ice.”
(b) Any necessary wavier or release from liability required by a hospital or physician.

7. Autopsy; Anatomical Gifts; Disposition of Remains.
Subject to any limitations m this document, my agent has the power and authority to do all of the following:
(a) Authorize an autopsy under Section 7113 of the Health and Safety Code.
(b) Make a disposition of a part or parts of my body under the Uniform Anatomica Gift Act (Chapter 3.5 [com-
mencing with Section 7150] of Part 1 of Division 7 of the Health and Safety Code).
(c) Direct the disposition of my remains under Section 7100 of the Health and Safety Code.

(If you want to limit the authority of your agent to consent to an autopsy, make an anatomical gift, or direct the disposition of your
remains, you must state the limitations in paragraph 4 [“Statement of Desires, Specia Provisions, and Limitations’] above. )

8. Duration.
(Unless you specify a shorter period iN the space below, this power Of attorney will exist for seven years from the date vou execute this
document and. You are unable to make health care decisions for yourself at the time when this seven-year period ends, the power will
continue to exist until the time when you become able to make health care decisions for yourself.)

This durable power of attorney for health care expires on:

(Fall in this space ONLY if you want the authority of your agent to end EARLIER than the sewn-year period described above.)

9. Designation of Alternate Agents.
(You are not required to designate any alternate agents but you may do so. Any alternate agent vou designate will be able to make the
same health care decisions as the agent you designated m paragraph 1, above, in the event that the agent is unable or ineligible to act
as your agent. If the agent you designated is your spouse. he or she becomes ineligible to act as your agent if your marriage 1sdissolved.)

If the person designated as my agent in paragraph 1 is not available or becomes in€ligible to act as my agent to make
a health care decision for me or loses the mental capacity to make health care decisions for me or if | revoke that person’s
appointment or authority to act as my agent to make health care decisions for me then | designate and appoint the follow-
ing persons to serve as my agent to make health care decisions for me as authorized in this document, such persons to
servein the order listed below:

A. First Alternate Agent

(Insert name, address, and telephone number of first alternate agent)

B. Second Alternate Agent

(Insert name address, and telephone number of second alternate agent)

10. Nomination of Conservator of Person.
(A conservator of the person may be appointed for you if a court decides that one should be appointed. The conservator is responsible
for your physical care, which under some circumstances includes making health care decisions for you. Y ou are not required to nominate
a conservator but you may do so. The court will appoint the person you nominate unless that would be contrary to your best interests.
You may, but are not required to, nominate as your conservator the same person you named m paragraph 1 as your health care agent,
You can nominate an Individual as your conservator by completing the space below)

If aconservator of the person is to be appointed for me, | nominate the following individual to serve as conservator
of the person:

(Insert name and address of person nominated as conservator of the person)

11. Prior Designations Revoked.
I revoke any prior durable power of atorney for health care.
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Date and Signature of Principal
(YOU MUST DATE AND SIGN THIS POWER OF ATTORNEY)

| sign my name to this Statutory Form Durable Power of Attorney for Health Care on

at

(Date) (City) State)

(This power of attorney will not be valid unlessiit is signed by 1“0 qualified witnesses who are present when vou sign or acknowledge
your signature. If you have attached any additional pages tothis form, vou must date and sign each of the additional pages atthe same
ume you date and sign this power of attorney. )

Statement of W itnesses
(This document must be witnessed by two yualified adult witnesses. None of the fuliowing may be USed aS a witness: (1) a person you
designate as your agent or alternate agent, (2) @ health cure provider, (3) an emp ioyee of ahealth care provider, (4) the operator of a
community care facility, (S) an employee of an operator of a community care facility. Atleast one of the witnesses must make the addi-
tional declaration set out following the place where the witnesses sign.)
(READ CAREFULLY BEFORE SIGNING. You cansign asa witness only{ you personally know the principal or the identity of the

principal is proved to you by convincing evidence.)
(To have convincing evidence of the identity of the principal, you must be presented with and reasonably rely on any one or more

of the following:
(1) An identification card or driver's license issucd by the California DepartmentotMotor Vehicles thatis current or has been issued

within five years.

(2) A passport issued by the Department of State 01 the United States that 1$ cuirent or has been issued within five years.

(3) Any of the following documents if the document s current or has been issued within five years and contains a photograph and
description of the person named on it, is signed bythe pere~n, and bears a serial or other Identifying number:

(@) A passport issued by a foreign government that has been stamped by the United States immigration and Naturalization Service.

(b) A driver’ slicense issued by astate other than California or by @ Canadian or Mexican public agency authorized to issue drivers' licenses

{c) An identification card issued by a state other than Cdifornia.

(d) An identification card issued by any branch of the armed forces of the United States.)

(Orher kinds of proof of identity are not allowed.)

| declare under penalty of perjury under the laws ot California that the person who signed vi achiow tedged this docu-

ment is personally known to me (or proved to me on the basis of convincing evidence) to be the principal, that the principal
signed or acknowledged this durable power vt attorney in my presence that the principal appears to be of sound mind
and under no duress, fraud, or undue intluence, that | am not the person appointed as attorney in fact by this document,
and that 1 am not a health care provider, an employee of a health care provider, the operator of a community care facility,
nor an employee of an operator of a community care facility

(Si_gn_ature—witness ] - (Signature—Witness 11

(Print Name) - (Print Name) o
(Residence Ad'dr_ess) T (Residence Address)

(Date) (Date)

(AT LEAST ONE OF THE ABOVE WITNESSES MUST ALSO SIGN THE FOLLOWING DECLARATION.)

| further declare under penalty of perjury under the laws of California, that | am not related to the principal by blood,
marriage, or adoption, and, to the best of my knowledge | am not entitled to any part of the estate of the principal upon
the death of the principal under a will now existing or by operation of law.

Signature: Signature;

Statement of Patient Advocate or Ombudsman
(If you are a patient m a skilled nursing facility, one 01 the witnesses must be a panentadvocate or ombudsman. The following statement
s required only if you are a patient in a skilled nursing facility —a health care facility that prov ides the following basic services: skilled
nursing care and supportive care to patients whose primary need s for availability of skilled nursing care on an extended basis. The
patient advocate or ombudsman must sign both pans ot the "Statement of Witnesses” above AND must also sign the following statement.)

I further declare under penalty of perjury under the lawsof Californiathat 1 am apatent advocate or ombudsman as designated
by the State Department of Aging and that!l am serving as a witness as required by subdivision (f) or Section 2432 of the Civil Code.

Signature:




Ch. 3—Legal Issues .115

Figure 3-2.—Sample of a General Form for Creating a Durable Power of Attorney for Health Care

DURABLE POWER OF ATTORNEY
FOR HEALTH CARE

I
hereby appoint

name

home address

home telephone number

work telephone number

as my agent to make health care decisions tor me it and
when am unable to make anv owa health care decr-
stons. This gives my agent the power to consent (o
giving. withholding or stopping any health care. treat-
ment. service. or diagnostic procedure. My agent also
has the authority to talk with health care personnel,
getinformation. and sign forms necessary to ¢arry out
those decisions

If the person named as my agent is not available oris
unuble to actas my agent, then fappoint the tollowing
personds) to serve in the order listed below:

1.
name

home address

home teiephone number

work telephone number

"~

name

home address

home telephone aumber
work welephone number

BY SIGNING HERE | INDICATE THAT | UN-
DERSTAND THE PURPOSE AND EFFECT OF
THIS DOCUMENT.

| sign my name to this form on
gnmy (dete)

My current home address:

You sgn herei

WITNESSES

I declare that the person who signed or ac-
knowledged this document is personally known to
me. that hedshe signed or acknowledged this durable
power of attorney in my presence. and that heishe
appears to be of sound mind and under no duress
fraud. or undue influence. | am not the person
appoimnted as agent by this document, nor am [ the
patient’s health care provider, or an emplovee of the
patient s health care provider

First Witness
Signigure
Home Address:
Print Name

Dute

By this document Iincend to create a4 poser of
attorney for health care which shall take effect upon
my incapacity to make my own health care decisions
and shall continue during that incapacity

My agent shall make health care decisions as Ldirect
below or as I make known to him or her insome other
way

{ay STATEMENT OF DENMRES CONCERNING
LIFE-PROLONGING CARE, TREATMENT. SFRVICES
AND PROCEDURES

ib) SPECIAL PROVISIONN AND
LIMITATIONS

Second Witness
Nignature
Home Address
Print Name
Date
{AT LEAST ONE OF THE ABOVE WITNESNES MUST
ALSO SIGN THE FOLLOWING DECLARATION

1 further declare that { am not related 1o the patient
by blood, marriage. or adoption. and. to the best ot
my knowledge, lam not entitled to any part of his her
estate under a will now exisung or by operanion
of law
signiture

Signiture:

I further declare that [am not related to the patient
by blood, marriage. or adoption. and. to the best ot
my knowledge. Lam not entitled to any part ot his her
estate under a will now existing or by operation
of law

signiture:

Signature:

SOURCE: Barbara Mishkin, Hogan & Hartson, Washington, bpc
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with the surrogate so that when decisions must
be made, they will reflect what the individual
would have chosen (118). Anecdotal evidence sug-
gests, however, that some individuals who exe-
cute durable powers of attorney do not discuss
their treatment preferences with the designated
surrogate. Some do not even notify the person
they have designated as their surrogate that the
durable power of attorney has been executed. In
such situations, the designated surrogate may be
ill-prepared to make treatment decisions on the
principal’s behalf (35).

In seven States,” statutes that authorize living
wills allow individuals to appoint a surrogate deci-
sionmaker through their living will (27). (Living
wills documents in which an individual sets forth
his or her wishes concerning life-sustaining treat-
ments in the event that he or she becomes deci-
sionally incapable—are discussed at greater length
later in this chapter.) Depending on the State stat-
ute, a surrogate appointed through a living will
can perform any of several functions: serving as
an advocate for the patient’s preferences as ex-
plicitly documented in the living will, filling in gaps
or clearing up confusion about the patient’s ex-
plicit directives based on prior discussions with
the patient, or making decisions when the patient
has left no explicit directives.

Two States—Indiana and lowa-do not directly
address surrogate appointments in their living will
statutes, but by providing for consultation be-
tween the physician and the patient’s represent-
ative, do inferentially authorize such appoint-
ments. Moreover, in States that do not require a
specific form for a living will, an individual may
be able to include a surrogate appointment. The
legal authority of surrogates appointed in this way
is uncertain, however (27).

Court-Appointed Surrogate
Decisionmaker

Under their parens patriae powers, States have
the authority and obligation to protect individuals
who are incapable of protecting their own inter-
ests, This power, derived from English common
law, gives courts the authority to appoint legal

‘Delaware, Florida, Louisiana, Virginia, Utah, Texas, and Wyo-
ming (27).

guardians, both for children (who are categori-
cally considered unable to protect themselves) and
for adults who are decisionally incapable. Some
States require that the adult first be adjudicated
incompetent before a guardian will be appointed;
other States recognize that adults can be incapaci-
tated in only certain spheres and will therefore
appoint guardians for limited purposes. Appoint-
ment proceedings are alternatively known as
guardianship, conservatorship, or committeeship
proceedings, depending on the State (118).

Resort to a court of law for the appointment
of a legal guardian to make health care decisions
on behalf of a decisionally incapable adult is not
common. It is most likely to occur when the deci-
sionally incapable adult has no family or close
friends; or the treatment plan is considered con-
troversial, and health care providers and family
want prior judicial guidance and assurance about
the appropriateness of their actions; or the health
care providers and family or close friends disagree
about the course of action to be taken on behalf
of the patient. Although courts are willing to ap-
point legal guardians for the specific purpose of
making health care decisions and some of the most
noteworthy court decisions about the rights of
decisionally incapable patients have arisen in this
context (including In re Quinlan [52]), a guardian-
ship proceeding can be expensive, time-consum-
ing, and emotionally stressful for the family and
for the patient, if he or she is aware of it (83).

Many State guardianship statutes specify a
preference for appointing a family member to be
the legal guardian. Some States allow people to
nominate, while they are decisionally capable, a
person to be their court-appointed guardian in
the event that they become decisionally incapa-
ble in the future and guardianship is required (27).

In some States, it is unclear whether guardians
already appointed for general management tasks
also have the authority to make health care deci-
sions for their wards. Some States require such
a guardian to return to court and seek specific
judicial authorization to make health care deci-
sions (118). Under a new law that takes effect in
the District of Columbia in July 1987, court-ap-
pointed guardians are not allowed to make deci-
sions about life-sustaining treatment for their
wards without explicit approval of the court, un-
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less the authority to make such decisions is spe-
cifically granted to the guardian when the guardi-
anship is set up (76).

It is often very difficult to find someone to serve
as a guardian for persons who do not have a fam-
ily member or friend to act in this capacity and
whose estate is not large enough to pay a lawyer
or other individual to act as their guardian. Some
States have a public office that serves as the guard-
ian of last resort for such persons. In Arizona,
for example, the Public Fiduciary’s Office in each
county acts as guardian for persons who are ad-
judicated incompetent and have no other legal
guardian. This office is staffed with both lawyers
and social workers and is legally empowered to
make both financial and treatment decisions for
its wards. According to a former public guardian
for the State of Arizona, it costs about $500 to
establish guardianship through this program and
$300 to $500 per year to manage each case (16).

Although the experience with public guardian-
ship has been favorable in Arizona, some public
guardianship programs have had problems. In Los
Angeles, for example, the public guardian was
sued for inappropriate institutionalization of
wards, and in other jurisdictions, public guardians
have mishandled the funds of wards (102).

Informal Designation of a Surrogate
Decisionmaker and Family Consent Laws

In everyday medical practice, few patients who
are decisionally incapable have a court-appointed
guardian or a surrogate whom they explicitly ap-
pointed before they became decisionally incapa-
ble. The usual procedure in hospitals, nursing
homes, and other health care facilities is for health
care providers to turn to the patient next of kin
or other close family or friends who know the
patient and seem to have his or her best interests
in mind. Frequently, one family member indicates
to the provider that he or she will act as the fam-
ily spokesperson. Atother times, the provider in-
formally selects one family member to assist with
decisionmaking.

Although this practice frequently works well,
it is potentially fraught with difficulty if individ-
ual family members disagree about who should
be the surrogate decisionmaker or about whether

a specific treatment should be provided. In such
situations, the health care provider or facility may
petition a court or urge the family to petition a
court for appointment of a legal guardian. More
often, the provider may seek to reconcile the
wishes of different family members informally,
without insisting that one individual be designated
as the surrogate. Anecdotal evidence suggests that
the latter approach often leads providers to defen-
sive decisionmaking—that is, the provider may opt
for treatment decisions that he or she believes
are least likely to result in a successful law suit
if one family member chooses to sue.

Fifteen States have family consent laws that em-
power relatives of decisionally incapable patients
to make legally binding decisions on behalf of those
patients without a formal guardianship proceed-
ing.” In some of these States, family members
may make such decisions only after a physician
has certified that the patient is terminally ill. Case
law in five States’ supports the right of family
members to make health care decisions for pa-
tients who are terminally ill or irreversibly coma-
tose (83). In most States, however, there is no le-
gal authority for family members to make
decisions on behalf of their elderly relatives even
though this is a common and widely accepted
practice.

The assumptions that underlie the tradition of
informally designated family surrogates include
the belief that the family is the most concerned
about the patient’s best interests, and the belief
that the family is the most knowledgeable about
the patient’s values and preferences. In some
cases, this is clearly not true. If there is evidence
to contradict either of these beliefs, some com-
mentators advise health care providers to seek
legal counsel, and perhaps to petition a court for
appointment of a legal guardian (118).

The Substantive Basis for the
Surrogate Decision

Ideally, two fundamental values—patient well-
being and patient self determination—should un-

‘Arkansas, Florida, Georgia, Idaho, lowa, Louisiana, Maine, Mary-
land, Mississippi, New Mexico, North Carolina, Oregon, Texas, Vir-
ginia, and Utah (33).

‘California, Connecticut, Florida, Georgia, and New Jersey (83).
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derlie surrogate decisions for persons who are
decisionally incapable (90,118). Various courts and
legal scholars have developed standards for deci-
sionmaking that reflect these values in differing
degrees.

Best Interest v. Substituted Judgment

The two legal standards that generally guide sur-
rogate decisionmaking are the “best interest stand-
ard” and the “substituted judgment standard. ”
Each standard guides decisionmaking from a dif-
ferent perspective.

If a patient has left no directives, has failed to
convey his or her treatment preferences to any-
one, or was never capable of making such deci-
sions, the surrogate must rely on the best inter-
est standard. This standard focuses on objective,
societally shared criteria. The surrogate makes
the decision from the point of view of a hypothet-
ical “reasonable person” and considers such fac-
tors as the relief of suffering, the usefulness or
futility of the proposed intervention, and the risks,
benefits, and burdens of the proposed interven-
tion to the patient. Most scholars agree that ben-
efits and burdens to family and society should be
irrelevant to a decision based on the best interest
standard even though such considerations might
be a factor in a decisionally capable patient’s choice
(118).

The substituted judgment standard requires the
surrogate to use the patient’s personal values and
preferences as the basis for health care decisions.
Under this standard, the surrogate’s decision
should be the same decision that the patient would
make if he or she were able to decide. As the Sai-
kewicz court stated in 1977, this standard requires
the surrogate to “don the mental mantle of the
incompetent” (109).

The substituted judgment standard is a subjec-
tive standard that necessitates that the patient at
one time must have been decisionally capable and
must have expressed, in some manner, values and
preferences that are relevant to the decision to
be made. It is generally preferred over the best
interest standard when these criteria are met, be-
cause it allows the patient’s own definition of “well-
being” to be in control; also, in a certain way, the
substituted judgment standard permits a decision-

ally incapable patient to exercise his or her right
to self-determination, although he or she is una-
ble to do so directly (5,91).

Types of Substituted Judgment Cases

There are two types of substituted judgment
cases: those in which the patient explicitly stated
wishes and preferences prior to becoming incapa-
ble, and those in which the patient made no ex-
plicit statement, but where the surrogate is able
to infer what the patient would have wanted re-
garding the specific decision because of a close
familiarity with the patient, patient’s lifestyle, and
patient’s patterns of behavior. Some States, such
as New York, require an explicit statement sup-
ported by “clear and convincing” evidence (55);
no inferences are permitted in those jurisdictions.
Other States, such as Massachusetts, clearly per-
mit inferences, and even extend the use of what
they consider the “substituted judgment” stand-
ard to situations where the patient was never ca-
pable of judgment in the first place. In either case,
the most effective way for individuals to ensure
that decisions about their treatment will reflect
their own values and preferences, should they
someday be incapable of making decisions for
themselves, is through the use of an advance direc-
tive (i.e., a durable power of attorney, a living will,
or both) (118).

An example of a substituted judgment case in-
volving an explicit prior statement is that of
Brother Fox, an 83-year-old member of the Ro-
man Catholic Society of Mary, who, following rou-
tine hernia surgery, was left in a permanent
vegetative state on a mechanical ventilator. Dur-
ing a prior bioethical discussion of the Karen Ann
Quinlan case, Brother Fox had expressed to his
fellow clerics a personal desire not to be main-
tained by ‘(extraordinary means” if he were ever
in a similar situation. As the court noted, the is-
sue of whether or not someone else can speak
for the patient “is not presented in this case be-
cause here Brother Fox made the decision for him-
self before he became incompetent” (55). Since
Brother Fox’s prior statements of desires were “ob-
viously solemn pronouncements,” the court ruled
that they must be followed. As the New York court
noted, prior declarations can provide ‘(clear and
convincing” evidence of a person’s wishes, and
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in the absence of evidence to the contrary should
be considered the best evidence of the declarant’s
actual preferences (55).

An example of substituted judgment by infer-
ence when no explicit prior statement exists is
the 1983 Washington State case In re Colyer (45).
The patient was a 69-year-old woman who had
sustained a cardiac arrest. Although she was resus-
citated by paramedics, Bertha Colyer suffered
massive brain damage. She was placed on a me-
chanical ventilator and remained in a comatose,
unresponsive state. The Washington court said
that “her prognosis for any sort of meaningful
existence was zero” (45). Colyer’s husband, who
was her legal guardian, asked the court for per-
mission to remove the ventilator. Although the pa-
tient had never explicitly stated her preferences
regarding such an act, her husband inferred that
this would have been her decision, had she been
able to decide. The Colyer court commented:

There is no evidence that Bertha Colyer ex-
plicitly expressed her desire to refuse life-sustain-
ing treatment. Nevertheless, her husband and her
sisters agreed that Bertha Colyer was a very in-
dependent woman, that she disliked going to doc-
tors, and, if able to express her views, that she
would have requested the treatment be with-
drawn. Given the unanimity of the opinions ex-
pressed by Bertha’s closest kin, together with the
absence of any ill motives, we were satisfied that
Bertha’s guardian was exercising his best judg-
ment as to Bertha’s personal choice when he re-
quested the removal of the life support system
(45).

In the 1985 New Jersey case In re Conroy (46),
the court discussed various ways a surrogate
might make a substituted judgment despite the
lack of a prior explicit statement. Just as the Colyer
court noted such factors as the patient’s prior in-
dependence, her dislike of doctors, and her fa-
mily’s unanimity about what she would have
wanted, so too did the Conroy court outline rele-
vant information. The Conroy court stated:

... an intent not to have life-sustaining medical
intervention . . . might take the form of reactions
the patient voiced regarding medical treatment
administered to others . . . It might also be deduced

from a person’s religious beliefs and the tenets
of that religion . . . or from the patient’s consist-
ent pattern of conduct with respect to prior deci-
sions about his own medical care (46).

The Conroy court, however, recognized that while
all relevant evidence should be considered “the
probative value of such evidence may vary de-
pending on the remoteness, consistency, and
thoughtfulness of the prior statements or actions
and the maturity of the person at the time of the
statements or acts” (46).

The Conroy court set forth three alternate
standards for surrogate decisionmaking that de-
pend on the amount of evidence that is available
about the patient preferences, and the benefits,
burdens, pain, and suffering associated with con-
tinued treatment. The three standards are:

1. a subjective test, where itis “clear that the
particular patient would have refused the
treatment under the circumstances involved”;

2. a limited-objective test, which permits treat-
ment to be withdrawn if there is some trust-
worthy evidence that the patient would have
refused, and “the decisionmaker is satisfied
that the burdens of the patient’s continued
life with the treatment outweigh the bene-
fits of that life for the patient”; and

3. a pure-objective test, where there is an ab-
sence of trustworthy evidence, but the net
burdens of the patient’s life with the treat-
ment clearly and markedly outweigh the ben-
efits that the patient derives from life. In addi-
tion, the “unavoidable, recurring and severe”
pain of the patient’s life with treatment is such
that administering life-sustaining treatment
would be “inhumane” (46).

It must be noted, however, that the Conroy court
restricted its opinion to cases involving “nursing
home residents, suffering from serious and per-
manent mental and physical impairments, who
will probably die within 1 year, even with treat-
ment, and who, though formerly competent, are
now incompetent to make decisions about their
life-sustaining treatment and are unlikely to re-
gain such competence” (46).
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Judicial Review of Surrogate
Decisions

Whether a court must review a surrogate’s de-
cision to withhold or withdraw life-sustaining
treatment on behalf of a decisionally incapable
patient varies widely among jurisdictions. Even
within the same jurisdiction, some types of cases
appear to require more review than others, de-
pending on the treatment setting, the treatment
options, and the vulnerability of the class to which
the patient belongs. In some jurisdictions, cases
have been brought to court precisely because of
uncertainty about the appropriateness of nonju-
dicial resolution. In the context of deciding those
cases, courts have outlined procedures for sur-
rogates to follow, some of which require judicial
involvement.

Two recent Washington State cases, In re Colyer
(45) and In re Guardianship of Hamlin (49), resulted
in court decisions that established the following
procedures for that State. If the family, the treat-
ing physician, and the institutional “prognosis com-
mittee” all agree that the patient’s prognosis is ter-
minal, then the family may assert the personal
right of the incompetent to refuse life-sustaining
treatment without seeking prior appointment of
a guardian or prior judicial review of the deci-
sion. In cases where no family is available, a guard-
ian must be appointed by a court. Once a guard-
ian is appointed, there is no need for judicial
involvement in the substantive decision to with-
hold or withdraw life-sustaining treatment, as long
as the guardian, treating physicians, and progno-
sis committee are all in agreement. In either situ-
ation, however, any party is permitted to petition
for court intervention, and ‘(if there is a disagree-
ment between parties involved in the decision-
making process, court intervention would be
appropriate” (49).

In the Quinlan case (52), the New Jersey court
did not expressly address the issue of whether
a court-appointed guardian was necessary. The
court stated, however, that if the patient family,
guardian, and attending physicians agree that
there is no reasonable possibility the patient will
emerge from a “comatose condition to a cogni-
tive, sapient state, and that the life-support appa-
ratus should be discontinued, ” then they should
consult with the institution’s “ethics committee. ”

If the ethics committee agrees with the progno-
sis, then treatment may be withdrawn, judicial
review is not necessary, and there is no attendant
legal liability for any of the involved parties (52).

With regard to nursing home residents, the New
Jersey Supreme Court’s decision in the Conroy
case spelled out special procedures, different from
those articulated in the Quirlan case, because of
‘(the special vulnerability of mentally and physi-
cally impaired, elderly persons in nursing homes
and the potential for abuse with unsupervised,
institutional decisionmaking in such homes” (46).
The Conroy decision delineated the following pro-
cedures:

1. There must be a determination that the pa-
tient is incapable of making the particular de-
cision, and a guardian must be named. This
is required even if the patient has already
been declared legally incompetent and al-
ready has a general guardian.

2. If, based on one of the three articulated sur-
rogate standards (see previous Conroy dis-
cussion), the guardian believes life-sustaining
treatment should be withheld or withdrawn,
then he must contact the State Ombudsman
for Institutionalized People.

3 The Ombudsman must investigate the situa-
tion and must receive evidence concerning
the patient’s condition from the patient’s phy-
sician and from two physicians unaffiliated
with the facility, who must confirm the pa-
tient’s medical condition and prognosis.

4. If the Ombudsman receives sufficient suppor-
tive evidence, and concurs in the decision to
withdraw or withhold treatment, then such
action is permitted (46).

Thus, although judicial involvement was not re-
quired, the involvement and oversight of a State
agency was required. Decisions handed down
June 24, 1987, by the New Jersey Supreme Court
in the cases of Hilda Peters and Nancy Jobes ap-
pear to substantially reduce the categories of pa-
tients for whom these procedures are required,
but they remain in effect for some patients.

A series of cases in Massachusetts set out some-
what confusing and unclear criteria for determin-
ing when judicial review of surrogate decisions
is necessary. The 1977 Massachusetts case Su-
perintendent of Belchertown State School v. Sai-
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kewicz (109) concerned a 67-year-old, institution-
alized, congenitally retarded man who suffered
from acute and terminal leukemia. The Massachu-
setts court explicitly rejected the Quinlan proce-
dures and stated that only the court could permit
chemotherapy to be withheld from him:

We take a dim view of any attempt to shift the
ultimate decisionmaking responsibility away from
the duly established courts of proper jurisdiction
to any committee, panel or group, ad hoc or per-
manent (109).

In the 1978 Massachusetts case In re Dinner-
stein (47), the patient was a 67-year-old woman
with Alzheimer’s disease who was in a persistent
vegetative state. Her family and physician sought
prior judicial approval of a decision not to resus-
citate the patient should she suffer a respiratory
or cardiac arrest. The court distinguished this case
from the Saikewicz case, because the latter in-
volved treatment that could prolong life—i.e.,
treatment that “contemplates, at the very least,
a remission of symptoms enabling a return to-
wards a normal, functioning, integrated exis-
tence.” Since resuscitation does “nothing to cure
or relieve the illness which will have brought the
patient to the threshhold of death,” the court con-
sidered a “Do Not Resuscitate” order to be a ques-
tion for the attending physician, not for a court
of law.

Finally, in a 1980 case, In re Spring (54), the Mas-
sachusetts court attempted to clarify its two earlier
opinions. The court articulated a list of factors
that might influence the decision about whether
prior judicial approval of a surrogate decision is
required. The court made no attempt, however,
to categorize which combinations of these factors
would mandate court review. The factors included
the extent of the patient’s mental impairments,
whether a State institution had custody of the pa-
tient, the patient’s prognosis with or without the
proposed treatment, the risks of treatment, the
patient’s understanding of these risks, the urgency
of the decision, and the clarity of professional opin-
ion as to what would constitute appropriate med-
ical practice in the given situation. The court also
noted that while “court approval may serve the
useful purpose of resolving a doubtful or disputed
question of law or fact, . . . it does not eliminate
all risk of liability.

It is thus evident that the necessity for judicial
review of surrogate decisions is highly variable,
depending on the jurisdiction, the patient’s con-
dition, and the setting of the decision. Different
jurisdictions place different values on the roles
of physicians, families, state agencies, and courts
in decisions to withdraw or withhold life-sustain-
ing treatment from decisionally incapable patients.
This again reflects the tension that underlies these
decisions-a tension between permitting the prefer-
ences of previously capable but now decisionally
incapable patients to guide surrogate decisionmak-
ing and protecting decisionally incapable patients
from harmful decisions.

Living Wills

A living will is a document that gives directions
from an individual about how that person wants
decisions about life-sustaining treatments to be
made in the event that he or she becomes deci-
sionally incapable in the future. When living wills
were first devised in 1969, they had no legal sanc-
tioning, but because they enunciated the patient’s
specific treatment preferences, they were con-
sidered morally persuasive (118). Even without
specific legal sanctioning, a living will may be con-
sidered as a clear expression of the patient wishes
under the substituted judgment standard dis-
cussed above (11).

In an attempt to make living wills legally bind-
ing and to standardize language, meaning, and
usage, many States have enacted legislation estab-
lishing formal requirements for living wills, Cali-
fornia was the first State to enact such legislation,
and the name of its statute, the “Natural Death
Act)” has become a generic label for living will
statutes (118). As of January 1987, 38 States’and
the District of Columbia had enacted such legis-
lation (104).

Generally, State living will statutes provide im-
munity from legal liability for health care pro-

‘Alabama, Alaska, Arizona, Arkansas, California, Colorado, Con-
necticut, Delaware, Florida, Georgia, Hawaii, Idaho, Illinois, Indi-
ana, lowa, Kansas, Louisiana, Maine, Maryland, MississippiMissouri,
Montana, Nevada, New Hampshire, New, Mexico, North Carolina,
Oklahoma, Oregon, South Carolina, Tennessee, Texas, Utah, Ver-
mont, Virginia, Washington, West Virginia, Wisconsin, and Wyo-
ming (103).



122 . Life-Sustaining Technologies and the Elderly

viders who withhold or withdraw “life-sustaining”
or “life-prolonging” treatment from a patient who
has a “terminal condition” pursuant to a declara-
tion executed by the patient. Refusal of treatment
through a living will is not considered suicide, and
health care providers who comply with a patient’s
living will are protected from prosecution for aid-
ing and abetting suicide, which is a crime in most
States (5,111). Apart from these general similari-
ties, however, living will statutes vary significantly
from State to State.

Variations in State Living Will Statutes

As discussed earlier, living will statutes in seven
States specifically allow the appointment of a sur-
rogate decisionmaker, whereas living will statutes
in other States do not address this issue. Living
will statutes in different States also vary with re-
spect to the form of the declaration, formalities
involved in its execution, the nature of the care
that can be withheld or withdrawn, and the na-
ture of the patient’s condition warranting non-
treatment.

Living will statutes in three States require that
a particular form must be used without any
changes.7 Most States, however, allow individ-
uals to adapt the basic form to reflect their needs
and preferences as long as the State’s require-
ments for a valid living will are followed (83).
Utah’s living will form (see fig. 3-3) has a specific
entry (item 4) that allows an individual to write
in any personal instructions that do not contradict
the basic intent and requirements of the State act.

All States require that a living will must be signed
in the presence of at least two witnesses, but the
requirements for who may serve as a witness vary.
Because of potential conflicts of interest, living
will statutes in some States do not allow relatives,
persons who might inherit the individual’s estate,
or persons who are responsible for the individ-
ual’s care to act as witnesses (83).

Some States require that living wills be nota-
rized to be valid, and some require that they be
filed with a certain State office. In two States, Cali-
fornia and Oklahoma, a living will is binding only

‘Célifornia, Idaho, and Oregon (83).

if the patient signs it after he or she is diagnosed
as terminally ill (83).

Living wills may be revoked by the individual
at any time. In most States, they remain in effect
until they are revoked, but in a few States they
must be reaffirmed every few years (83).

Living will statutes in most States specify that
‘(life-sustaining” or “life-prolonging” treatments
may be withheld or withdrawn in certain circum-
stances, but that “comfort care” and procedures
that are necessary to alleviate pain may not be
withheld or withdrawn. variations in the word-
ing of these provisions in different statutes affect
which specific treatments may be withheld or
withdrawn. About half the States prohibit with-
holding or withdrawal of nutritional support and
hydration on the basis of a living will (see ch. 8).
In addition, the wording of some State living will
statutes is unclear with regard to antibiotic ther-
apy (see ch. 9).

Most State living will statutes require that an
individual must be “terminally ill” before the liv-
ing will is implemented, but the definition of “ter-
minally ill” varies in different statutes and is un-
clear in some. According to one commentator:

The definition of “terminal illness” (in living will
statutes) generally requires diagnosis of an irre-
versible condition that will lead to death; many
States add “with or without the administration of
life-sustaining treatment.” In many States, death
must be “imminent)” but imminent is often not
defined (83).

The definition of terminal illness in many State
living will statutes excludes persons who are in
a persistent noncognitive state (or coma) and per-
sons suffering from severe dementia (5,83).

Lack of uniformity among State living will stat-
utes means that living wills that are valid in one
State may not be honored in another State. Only
four States—Hawaii, Maine, Maryland, and Mon-
tana—specifically recognize living wills from other
States (83).

The Uniform Rights of
the Terminally 111 Act

In 1985, in order to address the lack of uniform-
ity and to correct some perceived anomalies, com-
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Figure 3-3.-Utah’s Form for Creating a Living Will
Directive to Physicians and Providers of Medical Services

This directive is made this day of.

11, being of sound mind, willfully and voluntarily make known my
desire that my life not be artificial}’ prolonged by Life-sustaining procedures except as 1 may otherwise provide in this directive.

2. | declare that if at any time 1should have an injury, disease, or illness, which is certified in writing to be atermina condition by
two physicians who have personally examined me, and in the opinion of those physicians the application of life-sustaining proced-
ureswould serve only to unnaturally’ prolong the moment of my death and to unnaturally postpone or prolong the dying process, |
direct that these procedures be withheld or withdrawn and my death be permitted to occur naturally.

3. | expressly intend this directive to be afinal expression of my legal right to refuse medical or surgica treatment and to accept the
consequences from this refusal which shall remain in effect notwithstanding my future inability to give current medical directions to
treating physicians and other providers of medical services.

4.1 understand that the term “life-sustaining procedure” does not include the administration of medication or sustenance, or the
performance of any medical procedure deemed necessary to provide comfort care, or to aleviate pain, except to the extent | specify
below that any of these procedures be considered life-sustaining:

5. 1 reserve the right to give current medical directions to physicians and other providers of medical services so long as | am able,
even though these directions may conflict with the above written directive that life-sustaining procedures be withheld or withdrawn.

6. | understand the full import of this directive and declare that | am emotionally and mentally competent to make this directive.

Declarant's Signature

City, County and State of Residence

We witnesses certify that each of usis 18 years of age or older and each personally witnessed the declarant sign or direct the signing
of this directive; that we are acquainted with declarant and believe him to be of sound mind; that the declarant’s desires are as ex-
pressed above; that neither of usis a person who signed the above directive on behalf of the declarant; that we are not related to the
declarant by blood or marriage nor are we entitled to any portion of declarant's estate according to the laws of intestate succession of
this state or under any will or codicil of declarant; that we are not directly financially responsible for declarant’s medical care; and
that we are not agents of any hedlth care facility in which the declarant may be a patient at the time of signing this directive.

Signature of Witness Signature of Witness

Address of Witness Address of Witness

SOURCE: Utah Personal Choice and Living Will Act, Utah Code No. 75-2-1101, 1985
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plexities, and impediments in existing State stat-
utes, the National Conference of Commissioners
on Uniform State Laws approved a Uniform Rights
of the Terminally 11l Act as a model for State leg-
islation (86). The Uniform Act authorizes a per-
son to control decisions about life-sustaining pro-
cedures in the event that he or she is in a terminal
condition and is unable to participate in treatment
decisions. It defines “terminal condition” as “an
incurable or irreversible condition that, without
the administration of life-sustaining procedures,
will, in the opinion of the attending physician, re-
sult in death within a relatively short time” (86).
“Life-sustaining procedure” is defined as “any med-
ical procedure or intervention that, when admin-
istered to a qualified patient, will serve only to
prolong the dying process” (86).

The Uniform Act does not rule out withhold-
ing or withdrawing any specific medical proce-
dures, including nutritional support and hydra-
tion and antibiotics, on the basis of a living will.
It does state, however:

This (act) does not prohibit any action consid-
ered necessary by the attending physician for
comfort care or alleviating pain (86).

It does not address the appointment of a surrogate
decisionmaker.

Reservations About Living Wills

Many different criticisms and reservations about
living wills have been expressed. Some commen-
tators are generally opposed to living wills and
present many arguments against them. Others
generally support the concept of living wills but
express reservations about one or more aspects
of their interpretation and use or about the re-
quirements of living will statutes in particular
States or the Uniform Rights of the Terminally
I Act.

Because attitudes about withholding and with-
drawing life-sustaining procedures vary greatly,
some aspects of living wills, State living will stat-
utes, and the Uniform Act that are considered
drawbacks by some individuals are considered
positive features by others. People who are gen-
erally opposed to withholding or withdrawing life-
sustaining treatments, for example, approve of
provisions in living will legislation that limit their

applicability to situations in which death is immi-
nent and provisions that prohibit withholding or
withdrawing nutritional support and hydration.
Conversely, people who support the patient’s right
to refuse any unwanted medical interventions usu-
ally disapprove of strict limitations on the situa-
tions in which they are applicable (i.e., the defini-
tion of terminal illness) or limitations on the types
of procedures that maybe withheld or withdrawn
on the basis of a living will.

One frequently mentioned reservation about liv-
ing wills is that individuals may not be able to ac-
curately predict what their treatment preferences
will be at an undetermined time in the future. In
this context, some commentators point out that
treatment options may change in the future. They
also point out that it is difficult for anyone to an-
ticipate all aspects of a future situation that might
affect his or her treatment preferences. Thus,
some commentators argue that individuals who
execute a living will when they are healthy be-
cause they believe they will not want life-sustain-
ing treatment if they become terminally ill or se-
verely debilitated may change their minds when
actually faced with such a situation (11)67). Sup-
porters of living wills point out that the documents
can always be revoked by an oral declaration of
the patient. Clearly, a comatose or severely de-
mented patient is not capable of revoking his or
her living will. Although some people may regard
this as a problem, others do not.

No court has yet considered the case of a deci-
sionally incapable patient who has a valid living
will but who gives some indication that he or she
wishes to receive treatment that would not other-
wise be provided because of the living will. Accord-
ing to one analyst:

Since one of the primary purposes of executing
a living will while competent is to have its provi-
sions carried out should one become incompetent
prior to the time it becomes operative, its provi-
sions should arguably be controlling at that time.
However, it is difficult to imagine a court order-
ing life-sustaining treatment to be discontinued
in the face of any evidence, however meager, that
the patient no longer desires this (11.1).

Another frequently mentioned reservation about
living wills is whether they are specific enough
to direct decisionmaking. Some commentators
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argue that although a living will may indicate a
patient general treatment preferences, it is often
too general to provide any meaningful guidance
for specific treatment decisions (12,34, 94). For
this reason, some people believe that living wills
should be regarded as advisory (44). Others be-
lieve that living wills are or can be sufficiently
specific to direct decisionmaking and that they
should be regarded as the patient’s decision. In
this context, people who oppose living wills argue
that they fail to give adequate consideration to
the physician’s judgment about appropriate med-
ical care for the patient (44).

A third reservation about living wills is that they
only allow individuals to refuse treatment they
do not want. Some people believe that living wills
should also allow individuals to request “maximum
care” or specific treatments they do want to re-
ceive in the event that they become decisionally
incapable (60,67).

Some commentators favor a durable power of
attorney over a living will as a method for indi-
viduals to ensure that their treatment preferences
are recognized if they become decisionally incapa-
ble (108). One reason for this is that under a dura-
ble power of attorney, the designated surrogate
can request treatment, as well as refuse it. In addi-
tion, a durable power of attorney is not limited
in its applicability to situations in which the pa-
tient is terminally ill. Finally, under a durable
power of attorney, the designated surrogate can
be informed of the details of a specific treatment
decision and any newly developed treatment op-
tions that the patient could not have been aware
of. Thus, a durable power of attorney meets sev-
eral criticisms of living wills—i e.) that they do not
allow individuals to request treatment, that they
are limited to situations in which the patient is
terminally ill, that they are not specific enough
to direct decisionmaking, and that an individual
cannot anticipate what treatments may become
available in the future.

One concern of some people who support liv-
ing wills is whether State living will statutes and
the Uniform Act include adequate provisions for
enforcement. Many State living will statutes and
the Uniform Act require health care providers
who are unwilling to comply with a patient’s liv-
ing will to transfer the patient to another health

care provider who will comply. In some States,
the failure of a health care provider to comply
with a patient’s living will orto transfer the pa-
tient to another health care provider who will com-
ply constitutes unprofessional conduct, and in a
few States, it is a misdemeanor under State law.
In many States, however, failure to comply with
a patient’s living will orto transfer the patient to
another health care provider who will comply car-
ries no penalty (5,83).

The Bartling case (13), discussed earlier, illus-
trates one aspect of the problem of enforcement
of a patient’s living will. Although Mr. Bartling had
executed a valid living will under the California
Natural Death Act, it did not become operative
because his physicians refused to certify that his
condition was terminal within the definition in-
cluded in the Act (111).

Some commentators argue that the provisions
of many State living will statutes and the Uniform
Act give physicians too much discretion to deter-
mine when and if a patient’s living will becomes
operative and that they therefore allow physicians
to thwart the intentions of patients who have ex-
ecuted valid living wills. Others believe that phy-
sician discretion in these matters is necessary and
appropriate.

Anecdotal evidence suggests that in some in-
stances, health care providers disregard a patient’s
living will if one or more members of the patient
family disagree with the patient’s directives and
ask the physician to treat the patient regardless
of his or her advance directive. OTA is not aware
of any court cases that have addressed such a sit-
uation.

A final, practical problem with living wills is that
in some circumstances, health care providers may
not be aware that an individual has a living will.
This is particularly likely to occur in emergency
treatment situations, when the patient’s personal
physician is not involved in a treatment decision
for any reason, and for patients who do not have
family or friends to notify the health care pro-
vider that the patient has a living will.

The Right To Refuse Treatment Act

Because of dissatisfaction with many provisions
of State living will statutes, the Legal Advisors
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Committee of Concern for Dying proposed the
Right To Refuse Treatment Act (5). This model
act would provide a method for individuals who
are decisionally capable to appoint a surrogate
decisionmaker and specify how they wish to be
treated if they become decisionally incapable. It
would allow individuals to refuse any medical in-
tervention. Moreover, the act provides that the
patient’s directives should be followed ‘(even if the
continuance of the medical procedure or treat-
ment could prevent or postpone the person’s
death” (71). Thus, it is not restricted to situations
in which the patient is terminally ill. Finally the
proposed act provides that failure to comply with
a patient’s directives shall result in “civil liability
and professional disciplinary action, including
license revocation or suspension” (71). It has not
been enacted in any State but is being considered
in 1987 by the Massachusetts legislature.

Future Directions for Living Wills

In spite of the various criticisms and reserva-
tions, State living will statutes have provided
legitimacy for the idea of advance directives. They
outline substance and procedure for patients, sur-
rogates, and physicians to follow, so that these
parties can act with some legal guidance and moral
comfort, and so that caregivers are more likely
to respect the wishes of a previously capable pa-
tient. Even the process of debating and enacting
such legislation raises public consciousness and
encourages more individuals to consider and doc-
ument their preferences in advance of incapac-
ity (118).

People who strongly oppose withholding and
withdrawal of life-sustaining treatment are likely
to oppose living wills and living will statutes,
regardless of their specific provisions. Other peo-
ple who support the patient’s right to refuse un-
wanted medical interventions in some or all cir-
cumstances may welcome further analysis, debate,
and legislative changes that address some of the
problems with living wills.

With regard to the question of whether living
wills are or can be specific enough to direct deci-
sionmaking, two directions for analysis and de-
bate seem promising. First, advance directives that
include both the appointment of a surrogate deci-
sionmaker and explicit documentation of the pa-

tient’s treatment preferences ideally could result
in the surrogate applying and interpreting the pa-
tient’s preferences in the context of specific treat-
ment situations—including situations the patient
did not or could not have specifically anticipated
(34,91). Further analysis of the legal and ethical
implications and practical difficulties of this ap-
proach is needed.

Second, hospitals, nursing homes, and other
health care facilities could develop institutional
policies to guide physicians and others in the ap-
plication and interpretation of a patient’s living
will with respect to a specific proposed interven-
tion, Further analysis of this approach is also
needed.

The lack of uniformity of State living will stat-
utes could be addressed through Federal legisla-
tion to create a national living will law. Such
legislation might include minimum national re-
quirements for executing a valid living will. Be-
cause of differences of opinion about living wills,
particularly about the nature of the care that can
be withheld or withdrawn (i.e., the definition of
“life-sustaining treatment”) and the nature of the
patient’s condition warranting nontreatment (i.e.,
the definition of ‘(terminally ill””), such legislation
could face considerable opposition from people
who object to the specific definitions used in the
proposed legislation. Alternatively, individual
States that do not currently recognize a valid liv-
ing will from another State could be required to
revise their living will statute to do so (62). Both
approaches require further analysis.

As indicated in the Right To Refuse Treatment
Act, one method for enforcing living wills is to
legislate specific penalties for a physician or health
care facility that fails to honor a patient’s living
will. Other methods are also possible. At present,
the Joint Commission on Accreditation of Hospi-
tals (JCAH) does not require hospitals or nursing
homes to have a policy honoring living wills in
order to be certified by JCAH. Nor do Medicare
and Medicaid require the hospitals and nursing
homes that treat Medicare and Medicaid patients
to have a policy honoring living wills. In response
to a 1986 JCAH survey, about 80 percent of hos-
pitals and nursing homes said that they recognize
patients’ living wills, and the remaining 20 per-
cent said they do not (74). Changes in the JCAH,
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Medicare, and Medicaid requirements to require
health care facilities to have institutional policies
honoring living wills would probably result in
acceptance and implementation of patients’ liv-
ing wills in many of the facilities that do not rec-
ognize them now.

Further analysis is needed of the proposal that
individuals should be allowed to specify in a liv-
ing will the treatments they do wish to receive if
they become decisionally incapable. The legal and
ethical implications of this proposal and the prac-
tical problems associated with its implementation
have received relatively little attention. Especially
problematic are the implications of the proposal
with respect to the broader legal and ethical ques-
tion of whether people should have a right to med-
ical care (see ch. 2).

Finally, although the concept of living wills is
more widely recognized now than it was a few
years ago, most people have not executed a living
will. The number who do so may increase in the
future, but few observers believe that most pa-
tients will ever have a living will. Innovative meth-
ods are needed to encourage people who want
to document their treatment preferences to exe-
cute a living will. This approach leaves unan-

swered, however, the questions of how to make
treatment decisions for patients who did not doc-
ument their treatment preferences in advance and
how to make such decisions for people who were
never decisionally capable and thus could not have
executed a valid living will.

Nor does it address the question of how per-
sons who are decisionally capable but who live
in States that do not have a living will statute can
ensure that their treatment preferences will be
recognized in the event that they become deci-
sionally incapable. As of January 1987, 12 States’
did not have a living will statute. Eleven of these
States had living will legislation under considera-
tion in 1986, but the bills did not pass (104). In
two States that do not have a living will statute—
New York and New Jersey—Iliving wills have been
recognized by State courts as a clear and convinc-
ing statement of a patient’s wishes that may be
followed by health care providers without spe-
cific judicial authorization (83). The validity of a
living will in the other 10 States that do not have
a living will statute is uncertain.

‘Kentucky, Massachusetts, Michigan, Minnesota, Nebraska, New
Jersey, New York, North Dakota, Ohio, Pennsylvania, Rhode Island,
and South Dakota (103).

NONJUDICIAL CONSULTATIVE SOURCES

Several consultative sources are used, to a
greater or lesser extent in different facilities and
jurisdictions, to facilitate, guide, direct, or moni-
tor decisions about life-sustaining treatments. The
legal status of each source with respect to these
decisions is unclear, however, except in jurisdic-
tions where specific case law or statutes author-
ize a role for them in the decisionmaking process.

Institutional Ethics Committees

As noted in chapter 2, institutional ethics com-
mittees are multidisciplinary groups established
within a hospital or nursing home to address ethi-
cal dilemmas that arise within the facility. The per-
centage of hospitals that have an ethics commit-
tee has increased rapidly in the past few years.
Now more than 50 percent of hospitals have an
ethics committee (29,39). It is not known how
many nursing homes have an ethics committee.

Ethics committees may serve any of three differ-
ent functions in hospitals or nursing homes:

1. Education—Ethics committees often serve as
a focal point for multidisciplinary discussion
and staff education about ethical dimensions
of medical care.

2. Development of policies and guidelines—
Ethics committees in many facilities develop
and propose institutional guidelines for deci-
sionmaking for incapacitated patients and pol-
icies for Do-Not-Resuscitate (DNR) orders,
treatment of handicapped newborns, and
other difficult decisionmaking situations.

3. Consultation and case review-Ethics commit-
tees sometimes serve as a forum for discuss-
ing and resolving ethical and other concerns
about specific cases; they may advise staff,
families, or even patients about difficult treat-
ment decisions; in some facilities they also re -
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view treatment decisions and decisionmak-
ing practices to ensure that the interests of
all parties, especially decisionally incapable
patients, have been represented (30).

The degree to which an institutional ethics com-
mittee serves each of these functions varies in
different hospitals and nursing homes.

Despite widespread endorsement of ethics com-
mittees and the rapid growth in their numbers
over the past few years, many questions remain
about their role in medical decisionmaking vis-a-
vis the legal system. One noncontroversial way
that some ethics committees relate to the legal sys-
tem is by providing physicians and other hospital
or nursing home staff with information about re-
cent developments in case and statutory law that
are relevant to treatment decisions or decision-
making procedures. Another relatively noncon-
troversial way that some ethics committees re-
late to the legal system is by advising health care
providers that certain patients may need a legal
guardian or that certain treatment decisions may
require judicial review (72).

Far more controversial is the question of when,
if ever, an ethics committee can function as a sub-
stitute for a court in a case that might otherwise
require judicial involvement. The concept of ethics
committees first received public attention as a re-
sult of the 1976 decision of the new Jersey Su-
preme Court in the Quinlan case, in which the
court ruled that the decision to withdraw life-sus-
taining treatment could be made without judicial
review if the institution’s “ethics committee”
agreed that there was no possibility that Karen
Quinlan would return to ‘(a cognitive, sapient state”
(52). Despite its specific reference to an “ethics
committee” and its statement that these commit-
tees could serve as “a more appropriate forum”
than a court of law for the review of such ethical
dilemmas (52), the Quinlan court actually assigned
the committee a purely prognostic role—to deter-
mine whether there was any chance of Karen
Quinlan’s recovery (72), In the 1983 case, In re
Colyer (45), the Washington State court delineated
a similar role for what it referred to as a “progno-
sis committee” (2).

State courts have considered at least three cases
in which institutional ethics committees were in-

volved in aspects of treatment decisions other than
establishing the patient’s prognosis (116). In these
three cases, the courts reached three different
conclusions about the relationship between ethics
committees and the courts.

In the 1977Saikewicz case (109), the Massachu-
setts court indicated that ethics committee deter-
minations may be admitted into a court case as
evidence of the physician’s good faith and proper
standards of medical care (116). In contrast, in
the 1984 Georgia case In re L.H.R. (50), the court
ignored the determination of the ethics commit-
tee and said that there was no need for ethics com-
mittee consultation in this case or other similar
cases. The court stated:

In the case of incompetent adults who are ter-
minally ill, in a chronic vegetative state with no
reasonable possibility of regaining cognitive func-
tion, we find that the family of the adult or the
legal guardian may make the decision to terminate
life-support systems without prior judicial ap-
proval or consultation of an ethics committee (50).

Finally, in the 1984 Minnesota case In re Torres
(56), the court considered the determination of
several ethics committees that had been consulted
and used them as evidence that a correct treat-
ment decision had been made (116). In this case,
the court said that ethics committees “are uniquely
suited to provide guidance to physicians, families,
and guardians when ethical dilemmas arise” (56)
and that an ethics committee’s determination that
life support could be removed would eliminate
the need for a court order.

It has been suggested that ethics committee re-
view and approval of treatment decisions may
minimize liability and reduce malpractice suits
against the health care providers and facilities in-
volved in such decisions (36)42,93,97). On the one
hand, this suggestion might be taken to imply that
the decision of an ethics committee would be ac-
cepted by a court as correct and would eliminate
the need for court review, as in In re Torres (56).
Some observers believe that ethics committees
should not substitute for courts in this way be-
cause ethics committees’ deliberations do not in-
clude the legal safeguards inherent in a court pro-
ceeding. According to one observer:
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Deferring to committees on the ultimate ques-
tion of whether treatment should be forgone
is... inappropriate. Committees operate under
no uniform set of rules, and have no formal ac-
countability. To defer to them on the resolution
of cases involving foregoing treatment would be
to carve out a class of important, life-and-death
disputes that are deprived of any access to real
court review: the court would merely rubber-
stamp the committee (116).

On the other hand, ethics committee review and
approval of a treatment decision might be ex-
pected to minimize liability and reduce malprac-
tice suits because ethics committees provide an
institutional forum for discussion of treatment de-
cisions. By involving all interested parties, such
committees may decrease the possibility of mis-
understanding or dissatisfaction with the final de-
cision and thus reduce the chance that one of the
parties will take the case to court (36).

A third possibility is that ethics committee re-
view and approval of a treatment decision might
decrease the possibility of a successful law suit
against a health care provider or facility because
the court would consider the involvement of the
ethics committee as evidence of the good inten-
tions of the health care provider in the decision-
making process, as in the Saikewicz case (109).

Whether institutional ethics committees actu-
ally reduce legal liability or the frequency of mal-
practice suits against health care providers or fa-
cilities involved in decisions about life-sustaining
treatments is a question that cannot be answered
with available data. Further analysis and research
on the relationship between ethics committees and
the legal system are needed.

Ombudsmen

“Ombudsman” is a Swedish term for a person
who acts as a citizen representative. Under the
Older Americans Act, States are required to have
a Long-Term Care ombudsman program. The om-
budsman serves as an advocate for nursing home
residents and is available to oversee and enforce
their rights. Ombudsmen investigate complaints,
and if necessary, they can initiate judicial proceed-
ings. As discussed earlier, the Conroy court, sen-
sitive to the potential for abuse in decisions to with-

hold or withdraw life-sustaining treatment from
incompetent nursing home residents, ruled that
the State Ombudsman for Institutionalized Peo-
ple must investigate and approve decisions to with-
hold or withdraw treatment from nursing home
residents (46). This decision (as modified by 1987
decisions of the Court) applies only in New Jer-
sey, and courts in other States have not defined
a role for the State ombudsman in such decisions.

Professional Societies

Professional societies utilize the combined ex-
pertise, experience, and prestige of their mem-
bers to develop and promote policies that affect
the delivery of health care in general and all
aspects of medical decisionmaking. In 1986, two
professional organizations-the Los Angeles County
Medical and Bar Associations—issued a joint pol-
icy statement regarding the withholding or with-
drawal of life-sustaining medical treatment, for
example (75). This collaborative effort between
attorneys and physicians was intended to assist
physicians faced with the legal and ethical dilem-
mas of life-support decisions and to educate at-
torneys and patients as to the issues presented
by advanced medical technology.

Of more national prominence was the March
1986 policy statement of the American Medical
Association (AMA) that endorsed the right of a
patient or the patient’s surrogate, if available, to
make decisions about life-sustaining treatment and
declared that artificial nutrition and hydration
constitute treatment that can be discontinued in
appropriate circumstances (I). Although this AMA
statement is not binding on anyone, it is a strong
statement from a prestigious organization, and
it will most likely influence courts and legislators
in their future decisions. Policy statements of the
American Nurses Association; of national, State,
and local hospital, nursing home, home care, and
hospice associations; of the professional societies
that represent physician specialists in critical care
medicine and each of the five technologies dis-
cussed in this report; and of societies that repre-
sent allied health professionals who provide each
of the technologies can also be expected to influ-
ence such decisions.
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Institutional Policies for
Decisionmaking

As discussed throughout this report, hospitals,
nursing homes, and other health care facilities
have developed institutional policies that define
how decisions about life-sustaining treatments are
to be made in the facility. Most such policies
address decisions about resuscitation and DNR
orders, but some facilities have limited treatment
policies that apply to decisions about all kinds of
life-sustaining treatments.

The relationship between institutional policies
for decisionmaking and the legal system is unclear.

Whether such policies provide legal protection for
health care providers who follow them is not
known. Moreover, there is disagreement about
whether institutional policies for decisionmaking
increase some legal risks for providers or facil-
ities. Other questions also arise. What are the le-
gal implications for facilities that institute a pol-
icy honoring living wills in States that do not have
a living will statute, for example? An OTA report
addressing these questions and other aspects of
institutional policies for decisionmaking is in proc-
ess and will be released in early 1988.

CRIMINAL LIABILITY

Physicians, like all professionals, are required
by law to perform their duties according to cer-
tain standards of professionalism. If they fall be-
low those standards and thereby harm their pa-
tients, they may be liable under civil law—that
portion of the law that deals with relationships
among individuals and groups. Criminal law—the
portion of the law dealing with acts against the
state defined in the criminal codes of the States
and the United States and punishable by penal-
ties described in the codes—has rarely been used
for regulating physicians’ conduct when they are
engaged in good faith efforts to treat patients
(5,118).

The few courts that have confronted the issue
of using the criminal law to review whether a phy-
sician has properly practiced his or her profes-
sion have expressed great distaste for using the
law for this purpose (5). In the 1976 Massachu-
setts case Commonwealth v. Edelin (28), for ex-
ample, the court makes clear that only in the most
extraordinary cases should the criminal law be
used as a way to review the actions of physicians
performing “professional tasks” and that the
presumptions against criminality are very much
in favor of a physician who acts in “good faith.”

In considering cases in which prior judicial ap-
proval for withholding treatment is being re-
guested, several courts have considered and re-
jected the possibility of a criminal charge. In the
1980 Massachusetts case In re Spring (54), for ex-

ample, the court briefly discussed the concern
physicians might have regarding criminal liabil-
ity and concluded that:

Action taken without judicial approval might be
the subject of either criminal or civil liability. Lit-
tle need be said about criminal liability: there is
precious little precedent, and what there is sug-
gests that the doctor will be protected if he acts
on a good faith judgment that is not grievously
unreasonable by medical standards (.54).

There is only one reported case involving with-
holding or withdrawing life-sustaining treatment
in which physicians have actually been accused
of a crime—the 1983 California case, Barber v.
Superior Court (10). That case concerned a pa-
tient, Clarence Herbert, who suffered a cardiac
arrest following surgery and was placed on a me-
chanical ventilator. He had severe brain damage
as a result of the cardiac arrest, and his physi-
cians, Neil Barber and Robert Nedjl, informed his
family that he was not expected to recover from
his comatose condition. The family requested that
he be removed from the ventilator. Two days later,
when he had not died, the family asked that in-
travenous nutritional support and hydration be
withdrawn. The physicians complied, and Mr. Her-
bert died in 6 days,

Mr. Herbert’s physicians were subsequently
charged with murder. The California magistrate
who heard the evidence concluded that the phy-
sicians did not cause Mr. Herbert’s death; that the
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physicians acted in good faith and exercised sound
medical judgment; and that their state of mind
did not constitute malice as defined in the Cali-
fornia statutes on murder. Therefore, the charges
were dismissed. The State appealed this decision
to a Superior Court judge, who reinstated the
charges, finding that regardless of the physicians
good faith and exercise of sound judgment, their
actions were unlawful.

The California Court of Appeal overturned the
Superior Court ruling and found that charges of
murder could not be brought against the doctors.
The Court of Appeal commented:

It appears to us that a murder prosecution is
a poor way to design an ethical and moral code
for doctors who are faced with decisions concern-
ing the use of costly and extraordinary (life sup-
port) equipment (10).

The court concluded that cessation of life-sup-
port measures is not an “affirmative act” but is
an “omission of further treatment” (10). It recog-
nized that one can commit a crime by omission
only if there is a duty to act. The question in the
Barber case involved determining the physician’s
duty to an irreversibly comatose patient. The court
concluded that *“a physician has no duty to con-
tinue treatment, once it has proven to be ineffec-
tive” and that in a case in which the physician
has made a “hopeless prognosis” based on accepted
medical practice, and the patient’s family wishes
to discontinue treatment, such cessation of treat-
ment, though intentional and with the knowledge
the patient would die, does not constitute an un-
lawful failure to perform a legal duty (10).

The court recognized that the difficult issues
are who is to determine that a patient prognosis
is hopeless and who is authorized to direct termi-
nation of treatment. It declined to give specific
answers beyond indicating that such determina-
tions are ‘(essentially medical” and need to be made
based on facts unique to each case (10).

The court did provide a general guideline for
decisions about withholding or withdrawing life-
sustaining treatment by stating that the benefits

of treatment should exceed the burdens. Thus,
the court said, the burdens of minimally painful
or intrusive treatment may sometimes be dispro-
portionate to the benefits if the prognosis is vir-
tually hopeless. It therefore becomes the physi-
cian’s task to make a diagnosis and prognosis based
on accepted medical practice. Where possible, the
patient should be the ultimate decisionmaker.
When the patient is incapable, however, the fam-
ily members are to make the decision based on
what they believe the patient would want if able
to express his or her own wishes (10).

Since the Barber case was the first instance in
which physicians were charged with homicide for
withholding or withdrawing medical care, it has
caused tremendous concern within the medical
community. Given this concern, a number of
points must be made. First, the physicians pre-
vailed; the charges against them were dismissed.
Although one should not minimize the emotional
toll legal proceedings take on the defendants, the
reality is that the court supported the physicians
actions. Second, the Barber case never actually
came to trial. All the legal proceedings that took
place were designed to determine if the prosecu-
tor could convict these physicians of homicide if
he could prove the facts he alleged. The court did
not conclude that the prosecution could not prove
the facts, but rather that, even if proven, the facts
did not support a charge of homicide. Third, the
case was primarily concerned with the issue of
the cessation of artificial nutrition and hydration,
which was (and is) the most controversial area
of the law. Even the district attorney was uncon-
cerned about the removal of the ventilator. Fourth,
it was family members who requested withdrawal,
not the patient. There has never been a criminal
action based on a patient’s request to withhold
or withdraw treatment. Finally, the court was very
supportive of physicians, and expressed its dis-
pleasure at the use of the criminal process in this
most sensitive area. It is extremely unlikely, after
the Barber case, that any good faith cessation of
medical treatment with the patient’s or family’s
concurrence, could support a charge of homicide
in the jurisdiction of the California court (.5).
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FINDINGS AND

The common law right of self determination
guarantees the basic right of every individual to
determine what shall be done with his or her body.
The constitutional right of privacy protects the
individual’s right to make personal medical deci-
sions. Although the U.S. Supreme Court has not
addressed the question of whether the right of
privacy includes a right to refuse life-sustaining
medical treatments, several State courts have held
that it does. Taken together, the right of self-
determination and the right of privacy support
the right of individuals to be informed about
and to consent to or refuse proposed medical
treatments.

The legal doctrine of informed consent requires
physicians to disclose to a patient his or her diag-
nosis and prognosis, the proposed treatment, alter-
nate treatments, the risk and benefits of all op-
tions, and the consequences of not intervening
at all. With this information, the patient is expected
to make a decision and instruct the physician how
to proceed.

Exceptions to the informed consent requirement
have been recognized for several situations, in-
cluding emergencies and waiver situations in
which the patient has expressed a desire not to
receive the information. Some observers believe
that elderly people are more likely than younger
people to waive their right to informed consent.
These observers argue that waivers of informed
consent should require an explicit statement by
the patient that he or she does not wish to re-
ceive the information and should not be based
only on a tacit understanding between the patient
and the physician.

Many problems interfere with implementation
of the legal doctrine of informed consent. They
include the fast pace of modern medical practice,
the training and socialization of physicians in med-
ical school, internship, and residency, and assump-
tions by some physicians and other health care
providers that elderly patients in particular will
not be able to understand the information.

Moreover, research indicates that informed con-
sent as envisioned in the law is largely absent from
clinical practice, that patients are seldom given

IMPLICATIONS

information about proposed treatments before a
decision about the treatment is made, and that
even when patients are fully informed about pro-
posed treatments, they act as if the doctor should
make the decision (73). Research also indicates that
the model of medical decisionmaking that under-
lies the doctrine of informed consent-a model
that involves discrete decision points at which
treatment options are clear and one can be
selected-may be invalid in some clinical situations.
Further analysis of the applicability of the in-
formed consent doctrine to various decisionmak-
ing situations is needed.

A patient’s legal right to refuse unwanted med-
ical treatment is a corollary of the right to con-
sent to medical treatment. Strong as it may be how-
ever, the patient right to refuse treatment is not
absolute. Four societal interests have been iden-
tified by courts as potentially worthy of overrid-
ing a patient’s right to refuse treatment:

1. the preservation of human life,

2. the protection of third parties,

3. the prevention of suicide, and

4. the protection of the ethical integrity of the
medical profession.

Only rarely, however, have societal interests been
used by courts to justify the use of unwanted med-
ical treatments.

With regard to the societal interest in the pro-
tection of the ethical integrity of the medical
profession, however, courts have handed down
contradictory rulings about whether health care
providers and facilities must participate in with-
holding or withdrawing treatment when such par-
ticipation violates their convictions. Further legal
debate on this question is expected.

In practice, hospital patients who wish to re-
fuse medical treatment confront a strong institu-
tional commitment to curing disease and preserv-
ing life. Hospital and nursing home patients may
experience a feeling of loss of control associated
with institutionalization and may fear that they
will be abandoned by their caregivers if they re-
fuse recommended treatment. Finally, although
American law presumes that adults are compe-
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tent unless a court has determined that they are
incompetent, health care providers and others
often assume that elderly persons, particularly
those who are severely ill or debilitated, are in-
capable of making decisions. For each of these
reasons, patients may experience difficulty in
refusing unwanted treatment.

A great deal of confusion and controversy sur-
rounds the issue of determining decisionmaking
capacity in persons whose decisionmaking capac-
ity is questionable or fluctuating. It is generally
agreed that decisionmaking capacity should be
determined in relation to a specific treatment de-
cision and that the tests of decisionmaking capac-
ity should be based on the values of patient au-
tonomy and patient well-being. Yet the specific
tests that have been proposed reflect differing so-
cietal judgments about the relative importance of
these two values.

There is also controversy about the appropri-
ate role of the courts in determining decisionmak-
ing capacity. Some observers believe that it is sel-
dom necessary or advisable to turn to the courts
for a determination of decisionmaking capacity.
Others believe that a court hearing is the appro-
priate forum for such determinations, especially
when health care providers disagree among them-
selves or disagree with family members about a
patient’s decisionmaking capacity.

Courts have ruled that elderly people who are
decisionally capable have the same rights as other
adults to consent to or refuse medical treatment.
Elderly people who are decisionally incapable are
also considered to have the same fundamental
rights. Case law and statutes in different States
provide several methods for designating a sur-
rogate decisionmaker for persons who are deci-
sionally incapable. These include durable power
of attorney, guardianship, and family consent stat-
utes. In addition, some living will statutes allow
individuals to appoint a surrogate decisionmaker
in advance of becoming decisionally incapable. In
practice, however, most decisionally incapable
patients do not have a surrogate designated by
any of these methods, and health care providers
usually obtain consent for proposed treatments
through informal discussions with family mem-
bers or friends of the patient. Although this in-

formal method frequently works well, it is poten-
tially fraught with difficulties if family members
or others disagree about who should be the sur-
rogate decisionmaker or about whether a specific
treatment should be provided. Increased use of
formal methods for designating a surrogate deci-
sionmaker could provide greater protection from
legal liability for health care providers and at the
same time provide greater assurance that some-
one is explicitly designated to exercise the patient
right to consent to or refuse proposed treatments.

Courts have identified two standards for sur-
rogate decisions—best interests and substituted
judgment—again based on the values of patient
autonomy and patient well-being. The substituted
judgment standard requires the surrogate to use
the patient’s personal preferences and values for
health care decisions. The best interests stand-
ard requires the surrogate to make a decision from
the perspective of a hypothetical “reasonable per-
son)” considering factors such as the usefulness
or futility of the proposed intervention and its
risks, benefits, and burdens.

Courts have generally preferred the substituted
judgment standard, provided there is evidence of
the patient’s preferences. Courts indifferent States
have differed, however, on what constitutes ac-
ceptable evidence. Prior declarations of patients
made while they were still decisionally capable,
including living wills, have been regarded as the
best evidence of the individual’s preferences. In
the absence of a prior declaration, courts have
looked to the values of the patient and opinions
of relatives and friends about the individual’s likely
preferences.

Whether a court must review surrogate deci-
sions for decisionally incapable patients varies in
different States as a result of court rulings in each
State. Whereas some courts have determined that
judicial review is required at least in some circum-
stances, other courts have ruled that these deci-
sions may be made without court review as long
as certain procedures are followed. Inconsisten-
cies in court rulings on this issue result in uncer-
tainty among health care providers about the re-
quired decisionmaking procedures and intensify
their fear of legal liability when life-sustaining
treatment is withheld or withdrawn.
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Living wills provide an explicit expression of a
patient’s preferences about life-sustaining treat-
ments. Although 38 States and the District of Co-
lumbia have now enacted legislation authorizing
living wills, there is considerable variation among
States in the form and procedures required to exe-
cute a valid living will, the specific medical treat-
ments that may be withheld or withdrawn pur-
suant to a living will, and the condition of the
patient that warrants nontreatment (i.e., the def-
inition of terminal illness). Because of differences
among States in the provisions of their living will
statutes, living wills that are valid in one State may
not be recognized in another State. Only four
States specifically recognize living wills from other
States.

In addition to problems with living wills that
may arise because of the lack of uniformity among
States, reservations about living wills include the
concern that individuals may not be able to ac-
curately predict what their treatment preferences
will beat an undetermined time in the future, that
living wills are not sufficiently specific to direct
treatment decisions and that they do not allow
individuals to request as well as refuse treatments.
A durable power of attorney for health care can
meet each of these objections, and many commen-
tators favor the durable power of attorney over
the living will as a method of assuring that an in-
dividual’s treatment preferences are known if he
or she becomes decisionally incapable. Some com-
mentators suggest that the best approach may be
a living will that includes the designation of a sur-
rogate decisionmaker. Living will statutes in a few
States specifically allow the designation of a sur-
rogate decisionmaker.

Guidance in decisions about withholding or
withdrawing life-sustaining treatment is provided
in some circumstances by nonjudicial consulta-
tive sources. These sources include ethics com-
mittees in some hospitals and nursing homes,
guidelines for decisionmaking issued by profes-
sional societies and associations that represent
health care facilities, and institutional policies for
decisionmaking. Many questions about the spe-
cific legal import of these sources remain unan-
swered.

There is general agreement that the criminal
law is not an appropriate context for judicial re-
view of physicians’ decisions about life-sustaining
treatment. In the single case in which physicians
have been accused of a crime for withdrawing
life-sustaining treatment, Barber v. Superior Court,
the California Court of Appeal dismissed the
charges, concluding that withdrawal of treatment
can only be a crime if the physician has a duty
to act, and that a physician does not have a duty
to act if the treatment is ineffective, the progno-
sis is hopeless, and the family wishes to discon-
tinue treatment. The Barber court and several
other courts have expressed great distaste for
using criminal law to review the decisions of phy-
sicians acting in good faith.

From the discussion in this chapter, it is clear
that, in general, decisionally capable adults have
a legal right to consent to or refuse proposed med-
ical treatments and that such treatments may be
legally withheld or withdrawn from decisionally
incapable adults under some circumstances. Never-
theless, there is uncertainty and disagreement
about some aspects of the law relevant to these
treatment decisions. Areas of consensus and con-
sistency between States appear to be increasing.
Yet inconsistencies in court rulings and statutes
in different States, and sometimes in court rul-
ings in the same State, make it understandable
that health care providers are unsure about their
legal obligations to patients and their permissible
range of action.

In addition to the fundamental question as to
whether the constitutional right of privacy in-
cludes a right to refuse life-sustaining treatment
and to the very controversial legal issues pertain-
ing to withholding or withdrawing nutritional sup-
port and hydration that are discussed in chapter
8, the primary areas of uncertainty are:

. the application of informed consent doctrine
in clinical situations in which decisionmak-
ing is virtually continuous and discrete deci-
sion points are not obvious,

. the appropriate criteria and procedures for
determining decisionmaking capacity,

. the methods by which individuals may ex-
press their preferences about life-sustaining
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treatments in the event that they become deci-
sionally incapable in the future, and

. the appropriate criteria and procedures for
surrogate decisionmaking for individuals who
have not executed advance directives.

Each of these areas requires further analysis, dis-
cussion, and debate involving both legal experts
and the physicians, nurses, and other health care
providers who care for critically and terminally
ill and severely debilitated patients on a daily basis.
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Chapter 4
Ethical Issues

INTRODUCTION

Modern science has brought about dramatic
changes in medical care, particularly since the
early 1950s, and technology now gives people con-
siderable power to alter both the quality and
length of human life. However, the use of life-
sustaining technologies such as the five examined
in this assessment—resuscitation, mechanical ven-
tilation, dialysis, nutritional support, and life-
sustaining antibiotics—raises many important
ethical questions. Society thus finds itself asking
difficult questions about individual rights, the
processes of living and dying, and the proper dis-
tribution of technological resources. The use of
life-sustaining technologies necessitates the devel-
opment of an ethical vision that is acute enough
to discern the needs and wants of particular indi-
viduals and yet wide-ranging enough to guide con-
temporary public policy. This chapter explains
some of the major ethical debates that have oc-
curred in the public, academic, and clinical do-
mains about these issues.

Ethical analysis can help clarify ethical dilemmas.
Such dilemmas occur where any possible solution
to a problem seems to involve some type of harm
or where it only seems possible to achieve a good
outcome through the use of unethical means. In
these difficult cases, ethical analysis may not point
definitively to one and only one “right” answer,
but it can clarify competing systems of justifica-
tion for certain courses of action. It can also show
where different principles or methodologies for
decisionmaking are needed. (For an international
list of organizations specializing in ethical analy-
sis, see app. D))

The Relationship Between
Ethics and Law

It is a fact of life in our society that an emerging
moral or ethical consensus may not be embodied
in existing statutes and that the legal system may
actually pose barriers to the resolution of ethical

dilemmas. Nonetheless, legal cases in which the
rights and interests of competing parties are ad-
judicated provide public access to the analysis of
competing points of view. These points of view
often consist of important ethical arguments.

The growth of newer types of deliberative bod-
ies such as institutional ethics committees provides
an important alternative or adjunct to the legal
system. A terminally ill elderly person, for exam-
ple, cannot wait for the results of a protracted
legal battle to evaluate his or her claims and prefer-
ences for or against life-sustaining treatment. In
addition, the establishment of a legal precedent
concerning one use of a particular life-sustaining
technology may not be relevant or meaningful in
other cases. Certain features of the legal system
may make it difficult to resolve the ethical dilem-
mas associated with the use of life-sustaining tech-
nologies.

Ethics in Clinical Practice

The growing role of ethicists and ethics com-
mittees in health care settings is an important de-
velopment. Several State courts have specified a
role for institutional ethics committees in all de-
cisions to withdraw or withhold life-sustaining

Photo credit: Hennepin County Medical Center, Minneapolis, MN

Biomedical ethics committee at work.
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treatment (see ch. 3). Ethics committees can pro-
vide an opportunity for multidisciplinary input
regarding problems that require several types of
expertise and their membership can represent the
plurality of values present in American society.
Committee deliberations can build consensus that
may also be helpful to patients and their families

ETHICAL ISSUES

at times of crisis. Reservations about the utility
of ethicists and ethics committees usually center
on the way in which their input will be used and
the amount of authority that will be given to their
recommendations. Guidelines about the roles of
ethicists and ethics committees are still in an early
phase of development (17).

IN THE CARE AND TREATMENT

OF INDIVIDUAL PATIENTS'

Four ethical principles are of great use in analyz-
ing dilemmas concerning the use of life-sustaining
technologies:

1. Beneficence = being of benefit to others;

2. Nonmaleficence = not harming—including
not Kkilling-others (sometimes viewed as a
subset of the principle of beneficence) (26);

3. Respect for persons = treating others as
ends in themselves and showing regard for
their autonomy (sometimes called the prin-
ciple of respect for persons or the principle
of autonomy); and

4. Justice = treating others fairly according to
principles of equity in the distribution of ben-
efits and burdens.

Other independent or derivative principles have
been recognized, including privacy, truthfulness,
and fidelity in keeping promises and contracts
(6,42).

Because of the strong prohibitions that are de-
rived from the second principle, which in the
Hippocratic tradition of medicine is interpreted
as “first or at least do no harm, ” both suicide and
mercy killing are generally prohibited in our so-
ciety. Death is viewed as a major-often the ma-
jor—harm, and thus deliberately engaging in ac-
tions that bring about, hasten, or cause death is
an obvious wrong as a violation of the principle
of nonmaleficence. This principle is so important
that most traditions tend to justify killing persons
only in self defense, war, and capital punishment.
Most traditions tend to view acts that cause the
deaths of innocent persons, even those who are
suffering greatly, as justifiable only if they do not
involve the direct Killing of those persons.

‘This section is based in part on a paper prepared for OTA by
James F. Childress, 1985 (14).

In decisionmaking about life-sustaining technol-
ogies, distinctions are sometimes made between
withholding v. withdrawing treatment, direct v.
indirect effects of actions, letting die and Killing,
and ordinary and extraordinary means of treat-
ment. These distinctions are analyzed below.

Withholding v. Withdrawing

Physicians, nurses and other health care
providers often feel that the distinction between
withholding (not starting) and withdrawing (stop-
ping) life-sustaining technologies is very impor-
tant, even though it is hard to defend in terms
of various ethical traditions. The following case
illustrates the appeal of this distinction:

oy
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it was not obligatory to start the line again, espe-
cially if it involved a more invagive insertion proce-
dure, because this could be viewed as starting
rather than continuing a treatment. Others sharply
criticized this use of the distinction between with-

holding and withdrawing treatments on the grounds
that it was a self-deceptive rationalization (14).

Perhaps the clearest rationale for the distinc-
tion between withholding and withdrawing treat-
ments is that in initiating a life-sustaining treat-
ment, a physician or other health professional
makes a promise, or engenders expectations,
which, on grounds of fidelity or loyalty to the pa-
tient, require that the treatment not be stopped.
An opposing view, however, is that a physician’s
fundamental promise is to act in accord with the
patient’s wishes and interests (the principles of
beneficence and respect for persons), and this can
override the original or implied promise to the
patient.

Some professionals reportedly have been reluc-
tant to start treatments in some circumstances
for fear of being locked into their continuation.
Yet, it is often necessary to start life-sustaining
treatments to gain time and information for bet-
ter diagnosis, prognosis, and decisionmaking. The
President’s Commission for the Study of Ethical
Problems in Medicine and Biomedical and Be-
havioral Research argued in 1983 that the bur-
den of proof should be higher for withholding
than for withdrawing treatment since a judgment
about the latter could presumably be reached on
more solid grounds (30). The Commission states
“whatever considerations justify not starting
should justify stopping as well.” The Commission
concludes that neither law nor public policy
should mark a difference in moral seriousness be-
tween stopping and not starting treatment (30).

Direct v. Indirect Effects

The application of the distinction between di-
rect (intended) and indirect (unintended but fore-
seen) effects of actions has often been used in the
Roman Catholic tradition and in others to distin-
guish morally acceptable actions that have in-
direct, unintended, or merely foreseen effects
such as death from morally prohibited actions of

suicide or murder. Traditionally the distinction
between direct and indirect effects has involved
four conditions: 1) the action in itself must be good
or at least ethically neutral; 2) the agent must in-
tend only the good effect and not the evil effect;
3) the evil effect cannot be a means to the good
effect; 4) there must be proportionality between
the good and evil effects of the action, that is, a
proportionately strong reason for allowing the evil
effect to occur. The evil effect is allowed, but not
sought; it is foreseen, but not intended. This is
called the rule of double effect (6,8,23).

Most often, the distinction between direct and
indirect effects is invoked when there is a con-
flict between obligations or values and it is not
possible to meet or realize all of them simultane-
ously. For example, a conflict may arise when, in
the care of a terminally ill patient, the principle
of nonmaleficence establishes a duty not to harm
or kill the patient, while the principles of benefi-
cence and respect for persons establish a duty
to make the patient comfortable by relieving pain
or inducing sleep. In some situations, it may be
possible to make the patient comfortable only by
engaging in actions that hasten the patient’s death.
According to the Ethical and Religious Directives
for Catholic Health Facilities, “it is not euthanasia
to give a dying person sedatives and such a meas-
ure is judged necessary, even though it may de-
prive the patient of the use of reason, or shorten
his life” (37).

The rule of double effect thus distinguishes be-
tween relieving pain at the risk of bringing about
death and relieving pain by bringing about death.
According to some critics of the distinction, the
question is not whether death is intended as an
end or as a means, but how death is brought about.
These critics assert that society has moral reasons
for excluding some means of bringing about death,
even if there is agreement among all the parties,
including the patient, that he or she would be bet-
ter off dead.

Letting Die and Killing
Case 2: A Gz?yéai;;éld patient was hospitalized

for metastatic cancer of the colon. When it be-
came clear that he would not likely benefit from
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This case cannot be brought under the rule of
double effect for “allowed deaths”; the medica-
tion was not given to relieve pain at the risk of
hastening death. It was not a case of letting the
patient die but rather one of directly and actively
killing the patient at his request by the adminis-
tration of toxic drugs.

Sometimes the distinction between killing and
letting die is discussed under other headings, such
as omission and commission or passive and ac-
tive, because it is argued that more descriptive
terms are needed to replace “killing,” which most
people tend to view as wrong, and “letting die,”
which most tend to view as right. Thus, the Presi-
dent’s Commission (30) used the descriptive
phrases: actions that lead to death and omissions
that lead to death. Whatever terms are employed,
the issues are the same.

Most ethical traditions have a rule prohibiting
the direct, active Kkilling of patients, even though
they disagree about the foundations of that rule.
Some traditions hold that it is intrinsically wrong
to kill innocent persons; others hold that it is not
intrinsically and absolutely wrong to do so, for
example, when the suffering patient requests
“mercy killing,” but that a rule prohibiting mercy
killing is necessary to prevent bad consequences
for future patients and ultimately for the society.
Thus, many people who deny that acts of killing
innocent persons are always wrong still support
a rule of practice that prohibits such acts because
of the dangers of abuse, loss of trust between pro-
fessionals and patients, and subversion of the so-
cietal commitment to the protection of human life.

Some critics hold that there is no intrinsic ethi-
cal difference between killing and letting die and
that “letting nature take its course” is not appro-
priate when interventions are available. These
critics argue that whether there is an ethical dif-
ference between killing and letting die will depend
on the circumstances of the case. Thus, in a widely
discussed article, one philosopher contends that
the “bare difference” between acts of killing and
acts (omissions) of letting die is not in itself an ethi-
cally relevant difference. He argues his point by
sketching two cases that differ only in that one
involves Kkilling, while the other involves allow-
ing to die, and asks whether we would make differ-
ent ethical judgments about the cases (31). In those
cases—Kkilling a 6-year-old cousin or letting him
die to gain a large inheritance—both acts are
equally reprehensible because of the agent’s mo-
tives, ends, and actions or inactions.

But reprehensible illustrations may obscure the
significance of the distinction in other cases where
agents are trying to benefit (rather than harm)
patients and where they are also concerned about
broader social consequences and protecting so-
ciety’s commitment not to let innocent people be
killed. Although the distinction between killing and
letting die may not be important in some contexts,
this distinction may be important in other cases,
because of other moral principles and rules.

The prohibition against direct, active killing of
innocent persons is built into the legal system as
well as into professional codes and religious and
humanistic traditions. Arguments to change this
rule often appeal to cases of extreme, intractable
pain and suffering, usually related to a slow death
from cancer. According to critics of the rule, a
failure to kill a patient in circumstances where
the patient pleads for ‘(mercy” is cruel and in-
humane.

Several counterarguments have been offered,
however. First, it is not clear that there are many
cases of uncontrollable pain and suffering; in the
medical setting (perhaps in contrast to the battle-
field or an accident) pain can usually be controlled,
although its relief may hasten death (which is
acceptable according to the rule of double effect).
A second argument is that permitting mercy kill-
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ing will divert attention from finding methods
short of killing, for example, institutional and so-
cial options such as hospices that can reduce the
pain and suffering to tolerable levels and permit
compassionate social and personal attention from
the community.

Since the need to change society’s standard in
order to allow mercy killing to relieve pain and
suffering is uncertain, and since such a change
presents potential dangers to society through
abuse, decline of trust within medical relation-
ships, and the threat to the principle of nonmalefi-
cence that prohibits Killing, there do not appear
to be sufficient reasons to change the prohibition
against killing. Some people argue that the bur-
den of proof should be on those who would main-
tain a rule that infringes on the principle of au-
tonomy. However, it is plausible to argue that the
policy and practice of prohibiting killing (while
accepting some cases of allowed deaths) has served
society well, though not perfectly, and that the
burden of proof should rest on those who argue
for changing it. Many commentators contend that
this burden has not been met (6).

In addition, there are ways to ‘{accept” some ex-
ceptional cases of mercy killing without chang-
ing the current legal and social prohibition—e g.,
prosecutorial discretion, jury findings of not guilty
by reason of temporary insanity, and recognition
of “mercy” as a factor that mitigates punishment
even though it may not exculpate the agent. Even
with these informal exceptions, the rule may serve
as a valuable reminder of the principle of non-
maleficence (first of all do no harm). Although
some people argue that a regulatory scheme to
assure that the patient really wants to die would
prevent abuses, the formalization of such a proc-
ess would have its own costs because it would
involve society prospectively and directly in choos-
ing and implementing mercy Killing.

Even if the distinction between Killing and let-
ting die is accepted as a social and legal rule, de-
bates will continue about where the line should
be drawn between the two concepts. It is not suffi-
cient to point to the categories of active and pas-
sive or acts and omissions. Nor is it simply a mat-
ter of identifying the cause of death because
identifying “the cause” in ethical and legal settings
is in part a moral as well as an empirical matter.

Some ambiguity and uncertainty about the line
between Kkilling and letting die will always exist
and different health care professionals and others
will draw it in different places, as was shown in
Case 1. However, there are some clear cases of
direct, active killing, such as Case 2, and it is not
unreasonable to continue to prohibit them even
as society continues to assess where the line should
be drawn.

Ordinary and Extraordinary Means
of Treatment

Originally formulated in Roman Catholic moral
theology, the distinction between ordinary and
extraordinary means of treatment has been widely
adopted in other ethical traditions and in legal de-
cisions and professional codes. For example, af-
ter rejecting mercy killing or the “intentional termi-
nation of the life of one human being by another, ”
the American Medical Association House of Dele-
gates in 1973 held that the patient and/or his im-
mediate family can decide about the *“cessation
of extraordinary means to prolong the life of the
body when there is irrefutable evidence that bio-
logical death is imminent” (I).

The distinction was originally used to determine
whether a patient’s refusal of treatment should
be classified as a suicide. Refusal of “ordinary”
means of treatment was viewed as suicide,
whereas refusal of “extraordinary” means was not
viewed as suicide; withholding or withdrawing
“ordinary” means from a patient was homicide,
whereas withholding or withdrawing “extraordi-
nary” means was not considered homicide.

According to one interpreter of the distinction,
ordinary means are all medicines, treatments, and
operations that offer a reasonable hope of bene-
fit for the patient and that can be obtained and
used without excessive expense, pain, or other
inconvenience (19). Extraordinary means are all
medicines, treatments, and operations that can-
not be obtained or used without excessive expense,
pain, or other inconvenience, or that, if used,
would not offer a reasonable hope of benefit. The
distinction does not refer to properties of medi-
cal practice or of the technologies themselves.
Rather it hinges on two criteria: whether any par-
ticular medical treatment offers a reasonable
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chance of benefit and whether its probable bene-
fits outweigh its probable burdens, including ex-
pense and pain.

The language of ordinary and extraordinary
means is subject to criticism because it focuses
attention on customary medical practice and tech-
nologies rather than on underlying principles and
values. Hence technologies are sometimes viewed
as ordinary if it is usual or customary for physi-
cians to use them for certain diseases or prob-
lems and extraordinary or heroic if use is not cus-
tomary. The patient as a person often disappears
from view. Several other criteria have been in-
voked to distinguish ordinary from extraordinary
means of treatment: their simplicity (simple/com-
plex), their naturalness (natural/artificial), their
expense (inexpensive/costly), their invasiveness
(noninvasive/Zinvasive), their chance of success
(probable/improbable), and their balance of ben-
efits and burdens (proportionate/disproportion-
ate). It is alleged that a technology that meets the
first of the paired terms is closer to ordinary, while
one that meets the second of the paired terms is
closer to extraordinary.

Some ethicists propose to replace the terms or-
dinary and extraordinary with other terms that
are less misleading (33,40). “Ordinary” could be
redefined to mean morally obligatory, mandatory,
required, or imperative, while “extraordinary”
could be used to mean morally optional, elective,
or expendable. These terms seem to reflect the
practical point of the distinction more clearly. But
if the new meanings are accepted, there is still
the question about which criteria can adequately
distinguish obligatory from optional treatments
in particular circumstances.

If the criteria that distinguish ordinary from
extraordinary appear to be relevant in a given
case, it may be because they express other prin-
ciples and values, such as acting in accord with
a patient’s wishes (the principle of autonomy) and
in accord with a patient’s interests (the principles
of beneficence and nonmaleficence). For exam-
ple, if an available treatment is simple and natu-
ral but not in accord with a patient’s wishes and
interests, it is hard from the patient’s perspective
to see why it should be handled differently than
another treatment that is complex and artificial.

Furthermore, many of the criteria are unclear.
According to one study conducted after the Nat-
ural Death Act was implemented in California,
physicians in that State generally viewed mechan-
ical ventilation, dialysis, and resuscitation as “arti-
ficial,” but split evenly on intravenous feeding.
Two-thirds viewed insulin, antibiotics, and chemo-
therapy as “natural” (35). Other criteria, such as
the degree of invasiveness (noninvasive/invasive)
and cost (expensive/costly), may be ethically rele-
vant in view of the patient’s overall condition, in-
terests, and preferences.

The main consideration for many ethical tradi-
tions is consistent with what has been called the
criterion of *“proportionality”:

Is it necessary in all circumstances to have re-
course to all possible remedies? In the past,
moralists replied that one is never obliged to use
“extraordinary” means. This reply, which as a
principle still holds good, is perhaps less clear
today, by reason of the imprecision of the term
and the rapid progress made in the treatment of
sickness. Thus some people prefer to speak of
“proportionate” and “disproportionate” means. In
any case, it will be possible to make a correct judg-
ment as to the means by studying the type of treat -
ment to be used, its degree of complexity or risk,
its cost and the possibilities of using it, and com-
paring these elements with the result that can be
expected, taking into account the state of the sick
person and his or her physical and moral re-
sources (37).

In general, the distinctions between withhold-
ing and withdrawing, direct and indirect effects,
killing and letting die, and ordinary and extraordi-
nary means do not provide ethical answers, al-
though they may reflect important ethical con-
siderations. Whether these distinctions are
valuable will depend then on whether they il-
luminate or distort the relevant ethical consider-
ations that have been identified as part of a wide-
spread consensus in a pluralistic society. According
to several ethical traditions, the relevant consider-
ations are the patient’s wishes and interests, in
light of his or her condition and in view of the
overall societal allocation of resources and the ne-
cessity of some societal rules, such as the prohi-
bition of killing.
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Levels and Kinds of Care

Some commentators suggest that distinctions
between levels and kinds of technologies have ethi-
cal implications. In an article on the physician’s
responsibility to “hopelessly ill” patients, the
authors distinguished the following levels of care:

1. emergency resuscitation;

2. intensive care and advanced life support, in-
cluding mechanical ventilation;

3. general medical care, including antibiotics,
dialysis, and artificial hydration and nutrition;
and

4. general nursing care, including pain relief,
hydration, and nutrition for patient comfort
(43).

The five technologies that are the subject of this
report—resuscitation, mechanical ventilation, di-
alysis, nutritional support, and life-sustaining anti-
biotics—are at different levels in this hierarchy.

The application of distinctions between levels
of care in withholding or withdrawing treatment
is illustrated in the following cases, each involv-
ing a severely ill elderly patient.

Case 3: Mrs. X, a 79-year-old widow, had been
a resident of a nursing home for several years.
In the past she had experienced repeated tran-
sient ischemic attacks (rief neurological distur-
bance due to decreased cerebral blood flow). Be-
cause of progressive organic brain syndrome, she
had lost most of her mental abilities and had
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venous mmalons {IVs) were exhausted.
The question for the staff was whether to do
further “extraordinary” or “heroic” measures to

maintain fluid and nutritional intake for this
elderly patient who had made no recovery from
a massive stroke and who was largely unaware
and unresponsive. After much mental anguish and
discussion with the nurses on the floor and with
the patient’s family, the physicians in charge
decided not to provide further 1Vs or a feeding
tube, and to allow Mrs. X to die. She had minimal
oral intake and died quietly the following week.

In Case 3, the family and staff decided to let
Mrs. X die even though they could have prolonged
her life for some time through artificial nutrition
and hydration. One major issue in drawing lines
is whether all medical treatments can be construed
as “heroic” or “extraordinary” if they are out of
proportion with the patient’s wishes and inter-
ests. This question has been examined in several
major court decisions and widely discussed (10, 11,
12)22) in efforts to determine:

« whether nutrition and hydration by periph-
eral or central intravenous lines, nasogastric
tubes, or gastrostomy tubes are more simi-
lar to other medical treatments, such as me-
chanical ventilation, or more similar to the
provision of food and water by mouth;

+ whether they are needed for comfort and dig-
nity even when they are morally optional for
the prolongation of life; and

« whether they so symbolize care and com-
passion that to withhold or withdraw them
would threaten the foundation of humane
and respectful medical care and, ultimately,
social interaction.

If nutrition and hydration through medical
means are similar to other medical treatments,
then their use can be decided according to the
criteria used for these other treatments. Critics
of this position make several arguments. One argu-
ment is that medical nutrition and hydration are
significantly different from other medical treat-
ments because they are essential for comfort and
dignity. However, some methods, such as central
intravenous lines involve risks, and some may re-
quire that the patient be physically restrained.
Another argument is that in withdrawing medi-
cal nutrition and hydration, the agent intends or
aims at the patient’s death (25). However, this in-
tention may be present in other cases, such as
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removing the mechanical ventilator, and may not
be inappropriate in all cases.

Probably the major criticism of failing to distin-
guish medical nutrition and hydration from other
medical treatments stresses the symbolic signifi-
cance of these activities, contending that the sim-
ilarities among all acts of providing nutrition and
hydration are so great that it is impossible to dis-
tinguish their methods (e.g., a gastrostomy from
normal feeding). These acts are not only means
to the ends of sustaining life and providing com-
fort; they also express the values of care and com-
passion.

Finally, concern about symbolic actions also
leads several critics to believe that to accept the
withholding or withdrawing of nutritional sup-
port and hydration, in any case, could lead to un-
desirable consequences for society as a whole.
First, they believe even compassionate calls for
withdrawing fluids in a few selected cases bear
the seeds of great potential abuse. This fear arises
if the act of withholding fluids is seen as a first
step along a “slippery slope)” where the standard
of care shifts from actions in accord with the pa-
tient’s interests to actions in accord with the soci-
ety’s interests, from the patient’s quality of life
to the patient’s value for society, from dying pa-
tients to nondying patients, from letting die to kill-
ing, from cessation of artificial feeding to cessa-
tion of natural feeding, etc.

While these fears may be exaggerated, they have
to be taken seriously, especially because of possi-
ble new threats of undertreatment as a result of
cost-containment measures. This is a stark con-
trast to earlier threats of overtreatment, Simply
stated, there is a danger that the “right to die”
may become the “duty to die)” even against the
patient’s wishes and interests (10). Although it is
not clear that this danger can be avoided by man-
dating artificial nutrition and hydration in all cases,
continuing fluids, even to dying patients, provides
an important clinical, psychological, and social
limit to acceptable withdrawals that some people
believe should be retained (38).

Policies regarding cardiopulmonary resuscita-
tion (CPR) have emerged separately and in some
independence from policies about other life-sus-
taining technologies, such as mechanical ventila-

tion. Decisions to provide—and decisions not to
provide—CPR are often made without consulta-
tion in advance with patients or their families (2,
7,16,21). No one has adequately justified why de-
cisions about CPR in hospitals are viewed as dif-
ferent from decisions about other life-sustaining
technologies. Furthermore, it is often unclear to
hospital personnel, as well as to patients and their
families, what an order not to resuscitate means,
if anything, about other levels of care and other
technologies. For example, some patients with
DNR orders still receive chemotherapy, surgery,
and admission to the intensive care unit (ICU),
while others do not receive even supportive care
(16). It may be appropriate to indicate very con-
cretely what will be provided in case of cardiac
arrest and which medical and supportive efforts
will be continued and which will not after a DNR
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vasopressor therapy. The physicians judged that
no reversible disease was present. With the con-
currence of her son, treatment with vasopressor
agents was discontinued, a DNR order was writ-
ten, and she was allowed to die (21).

When a patient’s wishes and interests are con-
sidered, important distinctions can be drawn re-
garding levels and types of care, pertaining both
to the range of CPR procedures and to other treat-
ments. However, these distinctions cannot be as-
sumed to hold in all cases because, as Case 4 indi-
cates, medical treatments as such are not always
obligatory. Whether they are obligatory or op-
tional in a particular case is a judgment call based
on the patient’s wishes and interests in the con-
text of a just allocation of societal and hospital
resources and social rules to prevent unaccept-
able consequences.

Major Considerations in a Typology
of Withdrawing and Withholding
Life-Sustaining Medical Treatment

In proposed topologies of withholding and with-
drawing life-sustaining medical treatment, the fol-
lowing issues are among the most important (14):

. How is death brought about?
. Who brings it about?

. Who decides?

. Why is death brought about?

The major distinctions discussed so far have fo-
cused primarily on how death is brought about.
Although “euthanasia” is sometimes defined by
its etymological roots (from the Greek, eu +thana-
tos =good or easy death), its more common, con-
temporary usage denotes “mercy killing.” The
terms “active euthanasia” and “passive euthana-
sia” are sometimes used. The distinctions between
direct and indirect effects and ordinary and extra-
ordinary means are also relevant to possible to-
pologies of withholding or withdrawing life-sus-
taining technologies.

Despite some overlap, there is an important dis-
tinction between who acts and who decides. Some
analysts ignore the distinction between agents
who act and concentrate on agents who decide;
thus, Mayo (24) insists that “voluntary active eu-

thanasia is assisted suicide,” and Tonne (39) sug-
gests that the term *“suicide” should be replaced
by the term “autoeuthanasia.” However, it is as
important to preserve the distinction regarding
who acts as it is to preserve the distinction in deci-
sionmaking; who acts is important in distinguish-
ing suicide from other actions. The line between
“assisted suicide” and ‘(voluntary, active euthana-
sia,” which both involve killing, is determined by
who is the final actor, the patient or someone else.
However, the question of who decides remains
important in cases of “euthanasia” or “mercy Kkill-
ing,” which may be voluntary or involuntary from
the standpoint of the patient.

Finally, it is also important to consider the
grounds of the decision-the why of the
decision—regardless of who makes it and carries
it out. The major distinction is between reasons
based on the patient’s interests and reasons based
on the interests of others, such as the family or
society. These reasons are not always incompati-
ble, but possible tensions should be noted, par-
ticularly when a decision is made by someone
other than the patient for the interests of parties
other than the patient. Thus, it maybe necessary
to develop procedures to protect patient decision-
making and patient wishes and interests (as dis-
cussed in several places in this report).

Too many variables are involved in decisions
about withholding or withdrawing life-sustaining
treatments to permit tight and illuminating typol-
ogies. But important themes can be used to de-
scribe and evaluate various acts, some of which
will also appear in the discussion of suicide and
its relation to the refusal of life-sustaining
treatments.

Defining Suicide and Its Application
to Cases of Elderly People Receiving
Life-Sustaining Technologies

Growing attention is being paid to the idea that
individuals may want to exert direct control over
the timing of their deaths by withdrawing life-
sustaining technologies or by taking specific medi-
cations in lethal amounts (13). The empirical rela-
tionship between the use of the life-sustaining
technologies and deliberate deaths cannot be
guantitatively described because no data are avail-
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able. In addition, important conceptual problems
need to be considered in order to talk about sui-
cide and assisted death in meaningful ways.

There is no clear, neutral, widely accepted def-
inition of “suicide.” Suicide is always defined within
traditions that make normative as well as concep-
tual points—the definitions are intended to guide
behavior. For example, some traditions hold that
suicide is always wrong and then sharply distin-
guish acts of suicide from other acts that lead to
one’s own death. Other traditions hold that sui-
cide can be justified under some circumstances
and thus do not worry as much about the line
between suicide and other acts that cause one’s
own death. Justified exceptions to a rule prohibit-
ing suicide within one tradition may be built into
the definition of the rule in another tradition. For
example, one tradition might justify acts of sui-
cide to save others, while another tradition might
hold that acts that are intended to help others
rather than to bring about one’s own death (such
as falling on a grenade to save one’s comrades)
are not really acts of suicide and thus do not vio-
late the rule against suicide.

At the very least, the concept of suicide involves:
1) a person’s death, and 2) that person’s involve-
ment in his/her death. For an act to be consid-
ered a suicide it is necessary for a person to have
intentionally brought about his or her own death,
but these criteria are not sufficient to define
suicide.

The questions and distinctions developed in the
previous section suggest some key points: who
decides? In suicide, the one whose death is brought
about makes the decision for death. Who acts?
In suicide, the final actor, however much assis-
tance is involved, is the one whose death is brought
about.
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As these metaphors suggest, in suicide the per-
son whose death is brought about both decides
and acts. If the agent did not decide and act volun-
tarily, that is, apart from coercion by others, the
act of killing oneself would not be an act of sui-
cide (5). Nevertheless, disputes arise, particularly
about determining the intentionality of the act.
At the very least, knowledge that an action will
probably bring about one’s own death is usually
sufficient for suicide.

How is death brought about? In some religious
traditions, when death is brought about by let-
ting nature takes its course rather than by Kkill-
ing, by indirect rather than by direct means, and
by forgoing extraordinary rather than ordinary
procedures, the act is not considered suicide, espe-
cially if death from disease is inevitable and im-
minent whatever is done. In general, the more
active the means of bringing about death and the
closer the temporal association between the ac-
tion and the death, the more likely the death is
to be considered a suicide. Thus, several factors
distinguish refusals of treatment from acts of sui-
cide. These factors are:

. whether the person is already terminally ill
so that death is imminent regardless of what
is done;

. whether the means of death is active rather
than passive and involves action rather than
omission; and

. whether the death results fairly quickly af-
ter the action or omission.

Judgments about the role of these factors affect
whether an act is considered negative (suicide)
or neutral (refusal of life-sustaining treatment).
For example, one commentator notes, “to the ex-
tent that we have unmistakable cases of actions
by an agent that involve an intentionally caused
death using an active means where there is a non-
fatal condition, the more inclined we are to clas-
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sify such acts as suicides; whereas to the extent
such conditions are absent, the less inclined we
are to call the acts suicides” (5).

Case 6: When Barney Clark at age 62 became
the first human to receive a permanent artifical
heart on December 2, 1982; he also was given a
key that he could use to turn off the compressor
if he wanted to die. As Dr. Willem Kolff noted,
“If the man suffers and feels it isn’t worth it any-
more, he has a key that he can apply ...I think
it is entirely legitimate that this man whose life
has been extended should have the right to at
it off if he doesnt want it, if life ceases to be enjoy
able . ..” (32).

Although Clark’s actions would have been
vigorously debated if he had used the key to end
his life, according to most of the criteria identi-
fied it appears that his act should have been char-
acterized as a suicide without necessarily prejudg-
ing its morality. In some traditions, however, it
is not possible to call an act suicide without simul-
taneously judging it negatively. Within such tra-
ditions, those who viewed the action as morally
acceptable probably would take the position that
the artificial heart was experimental and extra-
ordinary and that Clark simply acted to end an
experiment or to terminate an extraordinary
treatment.

Why is death brought about? It is useful to dis-
tinguish two types of suicide or attempted sui-
cide (a similar distinction would apply to refusals
of treatment). In goal-oriented conduct, an agent
attempts to realize some goal and bring about
some effect or consequence. In suicides of this
type, the language of cause and effect is very im-
portant; for example, an agent may attempt or

commit suicide because of a belief that death is
better than a life of pain and suffering or disabil-
ity. In expressive acts of suicide-often attempted
rather than actual—an agent conveys a meaning
or makes a statement, such as a lack of hope or
contempt for life or an appeal for help or atten-
tion. Some acts of attempted or successful suicide
may be both instrumental and expressive.

Case 7: A 62-year-old artist committed suicide
on June 9, 1979. Having learned in March 1978
that she had beast cancer which had spread to
her lymph nodes, she underwent 10 months of
chemotherapy before deciding to commit suicide.
With the help of her family and frbnds, she fash-
ioned her "life sculpture”-a pine coffin-like box
filled with personal mementos, and then she
wrote a farewell letter to 60 friends, said good-
bye toher family and swallowed 35 sleeping pills,
washed down with champagne. Her family and
friends cooperated.

This suicide illustrates both instrumental rea-
sons (she believed that death was better than
suffering from cancer and chemotherapy) and ex-
pressive reasons (she wanted to express her be-
liefs about “self-termination” and her conviction
tha"life can be transformed into art”). An autopsy
indicated tath her cancer had not spread beyond
the lymph nodes to any vital organ (27).

Some traditions tend not to characterize sacrifi-
cial acts as suicide. However, there are limits; in
Case 2, even if the patient had been able to se-
cure and take the lethal medication himself, rather
than having it administered by his physicians, his
act would have been a suicide despite his other
reason of not wanting to deplete his family’s re-
sources. Motives may be and usually are mixed.

ETHICAL IMPLICATIONS OF DISTRIBUTING

LIFE-SUSTAINING

In addition to the ethical distinctions involved
in treating individual patients, there are signifi-
cant ethical issues associated with the way in
which life-sustaining technologies are allocated,

“This section is based in part on a paper prepared for OTA by
Robert M. t’catch, 1985 (41).

TECHNOLOGIES

shared, or distributed. The distribution of life-
sustaining technologies is important because 1)
such technologies may be scarce or expensive; and
2) the use of age as a criterion in allocation deci-
sions has important implications for the hetergene-
ous group of people called the “elderly”.
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The problem of how to allocate resources ethi-
cally is usually referred to as a problem of jus-
tice. Justice is, however, a deceptively ambiguous
term. In a general sense, justice means “the right.”
Thus, one might say that it is unjust to tell a lie.
Justice in a narrower sense refers to fair distri-
bution. It is in this second, narrower sense that
justice can be examined in terms of the distribu-
tion of scarce life-sustaining technologies. Two im-
portant questions arise:

1. What are the major theories of a just distri-
bution?

2. What are their implications for the use of age
as a basis for allocating life-sustaining tech-
nologies?

The Interface Between the Ethics and
Economics of Distributive Justice

The ethical issues raised by the use of life-
sustaining technologies for elderly persons are
closely related to the economics of their use. Eco-
nomics, however, often only provides data about
dollar costs per unit of benefit. It can, by exten-
sion, provide data about some other costs such
as, social, psychological, and cultural costs. But
economic analysis generally does not indicate how
cost data ought to be assessed.

Theories of distributive justice are based on
underlying sets of ethical suppositions. One might
emphasize liberty and the rights that accrue with
ownership of private property; another might em-
phasize the goal of maximizing aggregate net ben-
efit, maximizing the position of the least well off
groups, or striving for greater equality. Thus, even
if there were complete agreement on the relative
costs and benefits of alternative policy options,
it would not necessarily be clear which policy
should be adopted.

Increasingly, however, the critical ethical prob-
lems in health care will be distributive justice prob-
lems. Under most economic systems, persons
ought to be permitted to refuse care that they do
not find beneficial, provided that the refusal does
not generate extra costs for society (and normally,
it would not). The life-sustaining technologies that
are the focus of this study sometimes offer only
marginal benefit, but at great costs to third par-

ties (insurers, hospitals, and governments). In
these cases, the societal costs of care become a
critical, ethical problem. Only by choosing a the-
ory of distributive justice and integrating that the-
ory into the calculations and analyses done to com-
pare policy alternatives is it possible to decide how
to respond to cases in which care is marginally
beneficial and very expensive to third-party payers.
How can goods be fairly distributed? Four major
positions are responsive to this question: the liber-
tarian, utilitarian, maximin, and egalitarian po-
sitions.

Major Theories of Distributive Justice

Libertarianism is one of a group of theories
that spells out what persons are entitled to pos-
sess. These are sometimes referred to as entitle-
ment theories. Libertarianism holds that persons
are entitled to what they possess provided that
they acquired it fairly (29). Fair acquisition includes
gifts, exchange (including purchase), or original
appropriation of previously unowned property.
Heavily influenced by John Locke and the image
of original appropriation from a state of nature,
the libertarian position places great emphasis on
individual liberty. Persons are permitted to do
whatever they want with what they possess pro-
vided that they do not violate the holdings of
others.

Utilitarianism, a second major position, holds
beneficence or the maximizing of utility as domi-
nant. The ‘(right” pattern of distribution is one
that produces the most good. That is the moral
logic behind many policy analyses such as those
using cost-benefit and cost-effectiveness analyses.
These are economic methods for calculating the
benefits and harms of alternative policies to de-
termine which one will produce the greatest good
overall. Thus, when a straightforward cost-benefit
analysis is conducted it shows an implicit com-
mitment to utilitarianism.

The libertarian and utilitarian patterns of dis-
tribution are obviously very different. What is
striking, however, is that neither necessarily in-
volves any redistribution to meet the needs of the
poor, the sick, or the least well off, including the
elderly (who may be poor, sick, and/or least well
off). Libertarianism would permit such redistri-
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bution as a matter of charity. Utilitarianism would
be open to redistributions to the poor if, and only
if, redistributing resources increased the total
amount of good in society. Such redistributions
often increase the total amount of good because
the harm that is likely to be done to the wealthy
person is less than the good that could be done
for poor persons. But there is no inherent moral
principle that favors equality or redistribution on
the basis of need.

Maximin theorists are concerned about those
special cases where distributing things more
equally or distributing in proportion to need will
benefit the least well off. The most important max-
imin theorist is John Rawls, whose book, A The-
ory of Justice (34) has reoriented 20th century
philosophical and public policy analysis of the
problems of distribution. Rawls states that a group
of rational, disinterested people would agree on
two basic principles to guide the allocation of re-
sources in a just society. These principles are:

1) Each person is to have an equal right to the most
extensive basic liberty compatible with a simi-
lar system of liberty for others.

2) Social and economic inequalities are to be ar-
ranged so that they are both:

a) to the greatest benefit of the least advan-
taged, consistent with the just savings prin-
ciple, and

b) attached to offices and positions open to all
under conditions of fair equality of oppor-
tunity (34).

Since Rawls’ second principle is designed to max-
imize the position of the least well off group, this
theory of distribution is often referred to as the
“maximin” theory. It holds that there is something
ethically compelling about arranging resources
so that the group on the bottom is as well off as
possible, even if the result is that the amount of
good per person is not as great as it could have
been with some other distribution. The maximin
position provides a powerful intellectual frame-
work that overcomes some of the most severe
problems with utilitarianism. Maximin theory, for
example, squares with many people’s moral intu-
ition that slavery is wrong regardless of whether
it may do more good than harm.

Egalitarianism is a coherent theory of justice
as well as a theme within maximin theory. Maxi-

min theory is one example of a theory of justice
that places special emphasis on equality as a check
against individual liberty and aggregate social wel-
fare. It seems to be consistent with important re-
ligious and secular strands of Western thought.
Some observers, however, have pointed out that
maximizing the position of the least well off group
does not necessarily require moving toward
greater equality. In fact, maximin theory provides
a framework for deciding precisely when inequal-
ities are morally appropriate.

Several commentators distinguish between
Rawls and other maximin theorists, on the one
hand, and ‘(true” or *“radical” egalitarians on the
other (3,4,28). True or radical egalitarians are com-
mitted in a straightforward manner to the goal
of equality per se.

The important test case for separating maximin
theorists and egalitarians is how they handle sit-
uations where the best way to improve the lot
of the least well off is to devote substantial re-
sources to talented elites to give them an incen-
tive to use their skills to benefit those on the bot-
tom (trickle down theory). Maximin theorists hold
that in these circumstances, justice requires that
the resources be given to the well off elites even
though inequalities will actually increase. True
egalitarians are distressed at the increases of ine-
quality because they see great moral importance
attached to equality as well as to increasing
welfare.

Implications of Theories of Justice
For the Use of Life-Sustaining
Technologies With the 111 Elderly

The concept of “terminal illness” was defined
in chapter 1 as an illness that has a predictabily
fatal progression that cannot be stopped by any
known treatment. Terminal illness is distinguished
from “critical illness” by the certainty of outcome.
Many of the ethical dilemmas surrounding the use
of life-sustaining technologies with elderly indi-
viduals arise from situations in which the patient
is seriously ill and death is a possible outcome.
The great uncertainty attached to the course of
critical illness creates a crisis situation where deci-
sionmaking is difficult and complex.
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The libertarian perspective asks who would
want and be able to receive life-sustaining treat-
ment if free market forces and charity were the
principal bases of access. Most life-sustaining tech-
nologies are sufficiently expensive that few peo-
ple would have access to them, under a libertar-
ian distribution scheme, unless they had personal
financial resources or insurance coverage. Thus,
a line would be drawn between elderly persons
who either set aside money or purchased health
insurance (presumably to supplement Medicare)
to guarantee their access to treatment. Additional
divisions could be seen among those elderly per-
sons who buy health insurance, according to the
level and type of coverage they choose. For ex-
ample, some persons would choose a health in-
surance policy that provides coverage during ter-
minal illness, while others would not want such
coverage. Some would choose coverage for long-
term care, while others would view as sufficient
coverage for hospital care. Some would consider
their benefits under Medicare sufficient.

There are problems with this position, however.
Most people would at least want life-sustaining
technologies if they relieved pain and suffering
and relieved it at a relatively low cost. Some might
also desire more aggressive treatment, but the
libertarian approach would require them to com-
pare the benefits of having the insurance cover-
age with the benefits of having the money needed
to buy that coverage to spend on something else.
It is likely that a great many people would forgo
the coverage, especially coverage beyond that nec-
essary to provide comfort. They would probably
be more willing to buy coverage for life-sustaining
technologies that were relatively inexpensive. In
addition, while failure to purchase health insur-
ance is sometimes a fair statement of an individ-
ual’s evaluation of the benefits, it frequently is
not, Many people who would opt for life-sustaining
treatment may end up without it because they
do not understand the details of their Medicare
benefits and lack the information needed to sup-
plement those benefits.

Utilitarianism would provide a very different
analysis of the use of life-sustaining technologies
during terminal illness. It would ask what the ben-
efits are in comparison to the costs (economic and
social) and compare the net benefits from the use

of these technologies with the net benefits of other
uses of the resources.

Given that some people consider some uses of
life-sustaining technologies during terminal illness
a net loss, the case for their use will be a difficult
one to make. The calculation will have to involve
benefits to the patient as well as benefits to soci-
ety. In both cases the benefits are problematic.
Surely in some cases the patient benefits, either
because the treatments relieve pain and suffering
or because continued living is desired by the pa-
tient and/or others. Even in those cases, however,
the benefits are likely to be small in comparison
to the use of the resources in other ways.

In previous paragraphs, a distinction was made
between persons who are inevitably dying and
those who will die if they are not treated with
a life-sustaining technology, but could probably
live if treated. A distinction was also made between
life-sustaining technologies that are used once to
meet acute needs and those that must be used
on a continuing basis. For the utilitarian, who is
especially concerned about anticipated benefit,
whether the illness is reversible or irreversible
and whether use of the technology is acute or
chronic will be very important.

Utilitarian analysis would also require taking
into account the net benefits to society of the use
of these technologies as well as alternative uses
of the funds. Their use might be supported on
grounds of societal benefits in rare cases where
the terminally ill elderly person could still make
a substantial social contribution, but that is likely
to be uncommon, When compared with the use
of the resources in other ways, the societal bene-
fits are likely to be small.

The societal benefit that a more sophisticated
utilitarian is likely to identify is the benefit for
family members who will get positive value out
of having a loved one remain alive even a short
time longer. In some cases, these benefits could
be significant such as when a relative is traveling
from out of town and desires to see the dying per-
son one last time. A strict utilitarian would insist
that these benefits be included in the calculation.
These social benefits, however, are extremely sub-
jective and hard to quantify. Moreover, their in-
clusion has some unsettling implications. An ill
elderly person with no relatives or friends would
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have no claim based on these benefits. This could
lead to policies of using life-sustaining technologies
for the terminally ill only in cases where there
are relatives. Extending the argument one step
further, their use might be reserved for those cases
where relatives will be made happy by the dying
person’s continued existence.

There is one final issue raised by a utilitarian
calculation. Different life-sustaining technologies
may have different subjective impacts on the pop-
ulation. In some cases the decision to prohibit their
use is likely to be very distressing to the sensibili-
ties of some of the population. In other cases, the
decision not to use the technology may produce
little distress at all. For example, the level of psy-
chological distress at the decision not to provide
basic nutrition and hydration is probably much
greater than that of deciding not to implant an
artificial heart in a person who will inevitably die
without one.

How should a utilitarian respond to these differ-
ent subjective feelings on the part of members
of the society? Should they be considered as ben-
efits and harms of the treatment decision? It seems
odd to decide whether to provide nasogastric tube
feeding on the basis of whether it makes other
people uncomfortable if such feeding is not pro-
vided. Decisions about what treatments should
be provided are not normally made by determin-
ing whether citizens would be upset by their lack
of provision. A utilitarian approach to allocating
life-sustaining technologies will have to determine
whether these subjective benefits and harms of
providing life-sustaining technologies are relevant
or whether a more objective measure such as
years of life added should be used instead.

Maximin theorists and egalitarians would be
much less concerned about whether the patient
is terminally or critically ill and the frequency of
treatment because aggregate benefit is not con-
sidered critical. Their major question is whether
terminally ill elderly people constitute a least well
off group or have the greatest needs and, if so,
whether the technologies provide any benefit. Ter-
minally ill elderly persons might well be consid-
ered a least well off group. From the slice-of-time
perspective, they are in very bad shape. Yet from
the over-a-lifetime perspective they are plausibly

better off than persons who are terminally ill and
young.

If terminally ill elderly people are viewed as a
least well off group, they have claims to the re-
sources that would benefit them. In the case
where life-sustaining treatment is perceived as
beneficial, maximin and egalitarian theorists who
conclude that the terminally ill elderly are a least
well off group would support treatment even if
the benefits were minor.

There is room for dispute among these theorists
when there is good reason to believe that the treat-
ment would not be beneficial. What should hap-
pen, for example, when a dying elderly patient
insists that an antibiotic be used for an infection
and the consensus of medical opinion is that the
antibiotic is extremely unlikely to overcome the
infection and is very likely to produce undesira-
ble side effects? Withholding the antibiotic is likely
to produce distress for the patient, but supplying
it is likely to produce harmful side effects. Maxi-
min and egalitarian analysts will need to decide
whether their theories require providing subjec-
tive benefit from the patient perspective or only
benefits measured in some more objective manner.

If terminally ill elderly people are viewed as a
group that is not least well off, a different set of
issues arises. presumably maximin theorists and
egalitarians would reach the conclusion that the
life-sustaining technologies should be withheld on
grounds of justice, Consider a dialysis patient who
has a few days to live and those days will be lived
in a state of semi-conscious stupor. It maybe tragic
to have to withhold dialysis or CPR from such a
patient on resource allocation grounds, but if, by
hypothesis, others are in greater need, then that
is the decision a maximin theorist or egalitarian
would support.

For life-sustaining technologies that also provide
comfort and do so relatively inexpensively, the
problem is more complex if terminally ill elderly
people are not considered a least well off group.
Consider a terminally ill elderly patient whose life
will be sustained through hydration and naso-
gastric tube feeding. What should happen if with-
drawing those treatments produces discomfort
for the patient?
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The egalitarian or maximin approach is that, if
these are not least well off patients, they have no
claim to the resource even if the suffering pre-
vented is quite great and the cost of the treatment
is quite small. For a terminally ill elderly person
who has previously had a good life, the burden
would probably have to be severe to outweigh
the lifetime of wellbeing. And finally, for another
terminally ill patient who needs nutritional sup-
port for comfort, but who has had a miserable
existence throughout his life, his claim for bene-
fit would be much greater, For these reasons, some
egalitarians argue that for providing the basics
of comfort care, the slice-of-time perspective must
be used but decisions pertaining to research, de-
velopment, and experimental and high-technology
treatment require an over-a-lifetime perspective.

Consideration of Age as a Criterion
in the Allocation of Technological
Resources

Many criteria are relevant to decisions about
the allocation of technological resources. First, it
is possible to distribute resources according to
each theory of justice or some combination
thereof. The health care delivery system in the
United States, for instance, is based on an amal-
gam of competing points of view about what is
fair and equitable. Second, it is possible to distrib-
ute resources in a discriminating way in terms
of kinds of care (e.g., prevention, diagnosis, treat-
ment, and rehabilitation), relative costs, merit,
need, or age group. Because this report focuses
on the use of life-sustaining technologies and
elderly people, a discussion of the ethical impli-
cations of the use of age as a criterion for the dis-
tribution of resources is particularly relevant.

Age as a Direct and Indirect Measure

It is important to distinguish between two pos-
sible ways of using chronological age as a criterion
in the allocation of technological resources. Age
can be used in a direct way as the basis for al-
locating resources or, more commonly and prob-
ably more plausibly, age can be used as an indirect
measure of some other variable that is thought
to be the legitimate basis for allocating resources.
Age can be an indirect measure of many differ-

ent variables but the most obvious is as a predic-
tor of medical benefit.

It has been common to use age as a basis for
excluding patients from some procedures such
as heart transplants. Both very old and very young
patients were believed to be poor medical risks.
Exclusion from dialysis on the basis of age was
largely due to the belief that dialysis would not
work well for older patients. This is of course an
empirical argument that needs to be based on evi-
dence about whether age really correlates with
expected outcomes. (Note that exclusion from di-
alysis based on chronological age is not a practice
under the current Medicare End Stage Renal Dis-
ease Program.)

The medical benefit criterion is attractive be-
cause it appears to be objective but in reality, it
often is not. The reasoning is that, if two people
are candidates for an organ transplant and one
will live more years than the other, then the per-
son who will live longer becomes the correct re-
cipient of care. That may well be the case, but
if it is, it is not without evaluative judgment. The
notion of medical benefit often includes not only
years of survival but the likelihood of complica-
tions, the amount of effort necessary to make the
procedure successful, the likelihood of success,
and many other factors. The complex combina-
tion of these that leads to the conclusion that one
patient can benefit more than another is highly
subjective.

Age can be an indirect measure not only of ex-
pected medical benefit, but of a number of other
factors that are significant in various theories of
justice. The most obvious is that age is an imper-
fect predictor of years of life potentially added
by a life-sustaining intervention. This is true espe-
cially for acute interventions such as antibiotics.
Other things being equal, a 70-year-old person can
be expected to gain more years of life from an
antibiotic for pneumonia than an 80-year-old per-
son. If the policy were to allocate to the person
who would get the most life-years from the treat-
ment, then age would be an important factor in
deciding who gets treatment.

In addition, age is an inadequate measure of the
amount of well-being or quality of life one has
had over a lifetime. For those who work with an
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over-a-lifetime concept of equality, age is an im-
portant predictor of how much well-being has
been accumulated, other things being equal. The
problem, of course, is that other things are not
usually equal. Age is a predictor of medical suc-
cess, years of life potentially added, or cumulated
well being, but it is an imperfect predictor. So even
if one accepts age as a legitimate basis for allocat-
ing technologies, it does not follow that chrono-
logical age can be used as the sole basis for allo-
cation,

Arguments in Support of the Use of
Age as a Criterion

At least four ethical arguments can be employed
to defend the use of age as a criterion in allocat-
ing health care resources. They are: 1) the “age
demands respect” argument; 2) the “age as a
predictor of accrued benefit” argument; 3) the
“over-a-lifetime well-being” argument; and 4) the
argument from contract.

The “Age Demands Respect” Argument.—It
is striking that in traditional societies age was with-
out question a legitimate basis for allocating cer-
tain resources. The elderly commanded a special
place as people deserving respect. Some vestiges
of this remain in our society. Older persons are
still occasionally given courtesies of title. They still
sometimes expect higher salaries for work simi-
lar to that done by a younger person. These prac-
tices reflect the conviction that age brings wis-
dom. Even in an era of orientation to youth, it
is important to realize that using age as a criterion
of allocation does not necessarily mean that elderly
people will be less likely to receive life-sustaining
technologies. For instance, if there were a choice
between a 65-year-old and a newborn infant, some
people might opt for the elderly person on the
grounds that a person whose character is fully
developed demands respect over an infant.

The “Age as a Predictor of Accrued Benefit)’
Argument.—A second argument for the use of
age as a criterion is more likely to lead to deci-
sions limiting access to life-sustaining technologies.
This argument uses age as a predictor of the ben-
efit that will accrue from intervention. The bene-
fit includes the medical factors considered above,
but also, especially for one-time interventions, the

years of life added, the useful contribution of the
individual to the society in the future, and other
factors.

Utilitarians would defend the use of age even
if it is only an imperfect predictor of utility. The
utilitarian, driven to maximize net benefit, would
concede that it would be best to use life-sustaining
resources in the way that maximizes their bene-
fit. They would concede that occasionally older
people get great benefit out of life-sustaining tech-
nologies and that they might continue to live and
contribute to society if such technologies were
used. They also concede that some younger peo-
ple ought to be disqualified if usefulness to the
patient and to society were the criteria. They
might argue, however, that there would be great
disutility in setting up complex procedures for de-
termining which elderly persons of a particular
age were the exceptions that justified special con-
sideration. The labor and psychological stresses
involved might make it such that the most effi-
cient way to maximize utility is simply to include
or exclude all persons of a particular age, ignor-
ing the fact that some persons would thereby be
wrongly classified.

The Argument for Over-a-Lifetime Well-
Being.—A third argument for the use of age as
a criterion leads to a similar conclusion—Ilimiting
access to life-sustaining technologies—but on very
different grounds. This argument works from the
maximin or egalitarian theory of justice and uses
the over-a-lifetime perspective for determining
who is least well off. However, attempting to as-
sess individual variations in lifetime well-being for
two persons of similar age would be an over-
whelmingly complicated task. For policy purposes,
so the defenders of this argument would claim,
it is better to have a crude, simple basis for deci-
sionmaking that will provide at least an approxi-
mation of cumulated well-being.

If this position is adopted, the older a person
is, the less claim he or she has to resources. Dis-
eases of infancy would appear to get very high
priority, then diseases of children, etc. Those who
have lived to old age would perhaps have a claim
to the basics of care—safe, simple treatments of
basic problems, comfort care, and standard medi-
cine, but not expensive, high technology or ex-



158 . Life-Sustaining Technologies and the Elderly

perimental treatments. Instead of delivering these
complex, expensive treatments to the elderly, more
work should be done for those who otherwise
will never have the opportunity to see old age.

The Argument From Contract—A final argu-
ment can be offered that may lead to the conclu-
sion that age can legitimately be a criterion for
allocating health care (15). It draws on certain
egalitarian premises, but also incorporates many
of the ideas of those committed to individual lib-
erty. This approach struggles with the problem
of what constitutes a fair transfer of resources
for health care from the younger generation, who
have the ability to pay for care, to the older gen-
eration, who have great need for care. It helps
to think of the problem as more of an intraper-
sonal problem rather than an interpersonal one.
Then the issue becomes one of how much of the
resources available to the younger generation
would prudently be saved for health care in old
age.

This view argues that rational persons would
allocate funds in a manner that does not neces-
sarily provide the same health care services at all
ages during their lives. Individuals in the popula-
tion have a range of opportunities that vary from
one age to another. What is normal functioning
for one age is not for another. Prudence would
dictate that persons would allocate their health
care dollars with an eye to those “age relativized
opportunity ranges” (15). The result would be
different patterns of health care for different age
groups, but comparable levels of satisfaction for
individuals. “Justice requires that we allocate
health care in a manner that assures individuals
a fair chance at enjoying the normal opportunity
range, and prudence suggests that it is equally
important to protect an individual’s opportunity
range for each stage of life” (15).

The over-a-lifetime perspective seems to imply
that the younger a person is, the greater the claim
to societal resources. As a practical policy matter
this perspective could create some serious prob-
lems-say of choosing between a 33- and a 34-
year-old person on the basis of age. Since the pri-
mary area of controversy is over the use of ex-
pensive, marginally beneficial resources for those
who have met many of their life goals, it is possi-

ble that some cut off point would be adopted in
using age as a criterion. Here use might be made
of the newer distinctions among subgroups of
elderly people. It is possible that an age criterion
could be used for limiting certain life-sustaining
technologies only for the older subgroups. It is
also possible that if age criteria are generally
adopted, different age ranges would be adopted
for different subgroups of elderly people.

Arguments Against the Use of
Age as a Criterion

The arguments favoring the use of age as a cri-
terion for allocating health care resources clearly
depend on which theory of justice one adopts.
The counterarguments will also follow the pat-
terns established in the theories of justice debate.
Any argument against the premises of the par-
ticular theory of justice will turn out to be a rea-
son to oppose the use of age as a criterion. For
example, anyone who rejects utilitarianism will
likewise reject the utilitarian reasons why age
might be used as a criterion.

Egalitarianism With the Slice-of-Time Per-
spective.—Perhaps the most common argument
on both sides of the debate over the use of age
as a criterion in allocating resources is the argu-
ment that people should be treated equally and
that that means equal needs should have an equal
chance of being met regardless of age. In other
words, people equally sick at a given point in time
have an equal claim.

Libertarianism.-—An argument against the use
of age as a criterion for allocating life-sustaining
technologies is rooted in the libertarian theory
of distribution. It emphasizes that life-sustaining
technologies, like other goods and services, should
be available to those who want to purchase them
or to those who are the recipients of gifts or ex-
changes from others who control these services.
Under this view, anyone who has the resources
(either direct funds or insurance coverage) should
have access regardless of age.

Age might enter into individual choices about
whether to make use of life-sustaining technol-
ogies for instance, some elderly people might rea-
son that they would rather have their resources
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used for other purposes. Age might also influence
the distribution of resources, thereby determin-
ing who has the funds to purchase life-sustaining
technologies. But age per se would not, accord-
ing to the libertarian perspective, determine who
should have access to any resource including life-
sustaining technologies. If some people are un-
able to gain access because of lack of resources
that is unfortunate, but not unfair.

The Utility Arguments About Using Age as
a Criterion.—Ultilitarians would argue that since
age is an indirect indicator of other factors that
correlate highly with the amount of benefit pro-
duced by life-sustaining technologies-factors such
as predicted medical success, years of life added,
and social usefulness of the life saved—it is most
efficient to operate under some general rules that
allocate life-sustaining technologies strictly on the
basis of age.

Other utilitarians might push this reasoning one
step further. They might be concerned about the
disutilities of having some persons in the society
receive life-sustaining technologies while others—
equally sick and equally at risk—do not. They
might argue that to minimize the social friction
created by age cutoffs, everyone, regardless of
age, should have the same access to life-sustaining
technologies. That rule, even with the inefficien-
cies that result from delivering care to elderly per-
sons who are likely to gain very little benefit and
add very little to society, may end up producing
more good than trying to institutionalize age-based
discrimination.

The Life-is-Sacred Argument.—Still another
argument against the use of age as a criterion is
specific to life-sustaining technologies, Some peo-
ple in certain religious and cultural traditions be-
lieve that life in all of its moments is sacred. They
hold that life should never be shortened by the
withdrawal or withholding of medical technol-
ogies under any circumstances. They consistently
oppose withholding mechanical ventilators, the
writing of DNR orders, and the refusal of any other
life-sustaining treatments such as nutritional sup-
port and antibiotics. Anyone taking this position
would necessarily oppose the use of age as a cri-
terion for determining who should get life-sus-
taining technologies.

The Use-of-Sociological Categories Argu-
ment.—A final argument against the use of age
as a criterion draws on parallel debates from the
civil rights and women’s rights movements. In the
early phases of these debates, some who would
defend discrimination on the basis of age or sex
did so using the argument that sociological cate-
gories (e.g., race or sex) can be used to predict
performance or success in the workplace and
other settings. This generated substantial argu-
ment. Members of minority groups took strong
exception. They argued that it was unfair to as-
sume that they, as individuals, would perform
poorly, that they would follow the stereotypes of
a particular sociological group.

The critics of the use of ascribed sociological
categories have now largely won the debates
regarding sex and race. These factors now can
legally be used as selection criteria only in very
special circumstances where sex or race are in-
herently linked to a job.

The implications for the use of age as a selec-
tion criterion are apparent. Age, as has been in-
dicated, is almost always used as an indirect, im-
perfect indicator for some other factor thought
to be relevant in selection. Furthermore, chrono-
logical age is an ascribed category. There is noth-
ing anyone can do by hard work to change it any-
more than one can (with very special exceptions)
change race or sex. If race and sex cannot be used
for allocation without being unfair, does it not fol-
low, so these critics argue, that age likewise can-
not be used? This leads to the conclusion that any-
one who wants to exclude a particular patient on
the basis of medical benefit, utility calculations,
or accumulated well being over a lifetime would
need to find direct evidence that these factors
justify exclusion in the particular patient. Age per
se could not be used as a sociological short cut
to these factors.

Mixed Arguments Regarding Age
as a Criterion

It is possible to accept the use of age as a cri-
terion in certain circumstances and reject it in
others. Some egalitarians are experimenting with
a differentiated approach whereby age is legiti-
mately used in allocating research and develop-
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ment funds, experimental treatments, expensive
treatments, and those with low likelihood of suc-
cess while everyone would have equal access on
the basis of need to inexpensive, safe, and effec-
tive treatments and to comfort care regardless
of age. Other formulas for mixed policies where
age is sometimes used as a criterion and other
times is not are likely to emerge in the future.

Intergenerational Responsibilities
and Conflicts

Considering the use of age as a criterion for al-
locating life-sustaining technologies poses the
problem of intergenerational responsibility and
conflict among generations. Thinking of the use
of life-sustaining technologies for the terminally
ill elderly, many elderly individuals have come to
the conclusion that such uses, even if they are
desired, consume large amounts of personal re-
sources that could better be used by one’s chil-
dren and grandchildren. On that basis, some in-
dividuals wish to forgo the use of life-sustaining
technologies during life-threatening illness. If in-
dividuals make such decisions with their own re-
sources, the question arises whether at the pub-
lic policy level decisions should be made such that
society’s resources are not used excessively for
the older generation.

If many people consider the benefits of using
their resources for life-sustaining technologies
small or even nonexistent, the utilitarian perspec-
tive would reasonably support preservation of the
resources for future generations. In fact, it is not
clear that this preservation of resources would
be limited to existing generations. The calculation
of benefits and harms could include all future per-
sons, whether presently living or not. However,
some people have argued that those more than
two or three generations in the future will be so
different from us that it will be virtually impossi-
ble to predict their interests and that, therefore,
they do not need to be taken into account (18).
Others are not as convinced of the radical discon-
tinuity between our generation and future ones
(9). At least when it comes to the desire of future
generations to avoid end-stage kidney disease, in-
fections, dehydration, nutritional deficit, and sud-
den cardiac or respiratory arrest, it seems rea-

sonable that those in the future are likely to want
these problems solved.

Similar problems of intergenerational respon-
sibility arise for maximin theorists and egalitar-
ians. They must determine whether the present
terminally ill elderly are among the worst off
groups, taking into account the existing younger
generation and possibly future generations as well.
In fact, some ethicists and economists have wor-
ried a great deal about justice between genera-
tions (34). Because no one knows into which gen-
eration he will be born, the result will be what
is called the “just savings principle” where there
is “an understanding between generations to carry
their fair share of the burden of realizing and pre-
serving a just society” (34).

The intergenerational responsibility problem is
critical for what is called the prudent saver model
of resource allocation (15). Health coverage for
the elderly is essentially a scheme whereby each
older generation is the beneficiary of the resources
of the younger generation. If a plan providing age-
relativized opportunities for health care is once
in place, even if elderly persons did not get the
same levels of coverage for life-sustaining tech-
nologies, everyone would be treated fairly-at least
if every generation were of the same size and con-
tributed equally. The intergenerational transfers
would theoretically cancel out with each youn-
ger generation contributing to the support of the
older generation.

However, all generations may not be equally
equipped to pay for care of the elderly. Some pay-
ing generations may be quite small yet have to
pay for care for an elderly generation that is large.
Other generations may face the opposite demo-
graphics. Some generations may face long periods
where economic conditions make it difficult to
pay for care for the older generation. From the
point of view of a distribution system emphasiz-
ing equality, adjustments would need to be made
to even out the ratio of burdens to benefits. In
any case, if a plan using age as a criterion for al-
locating life-sustaining technologies were suddenly
institutionalized, adjustments would have to be
made to deal with intergenerational responsibili-
ties during the transition generations and between
generations that had unequal abilities to support
health care.
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One of the key problems of intergenerational
responsibility is the extent to which children bear
responsibility for their parents in a direct way.
Both recognize that the parental generation trans-
fers resources to the younger generation during
early years and that some reciprocal responsibil-
ity is borne by children for their parents during
their old age. At the same time, both place sub-
stantial limits on the obligation of the younger gen-
eration for the older, Some thinkers express this
in terms of the obligation of each generation to
save for its immediate descendants (34). Others
look at it in terms of the way a prudent saver
would allocate a life’s resources (15). In both cases,
it is clear that limits exist on what would be trans-
ferred from the younger generation to the older.
Taking a somewhat different perspective, govern-
ment programs to meet the needs of the elderly
can be seen as a way of easing tensions between
generations: the younger generation would not
bear a responsibility for providing care for the
older, but would nevertheless remain in contact
with them through family ties.

Photo credit. Foster Medical Corp.

Intergenerational needs and life-sustaining technology.

FINDINGS AND IMPLICATIONS

The ethical issues associated with the use of the
five identified life-sustaining technologies on be-
half of life-threatened elderly individuals are many
and varied. This chapter is just a sampling of sig-
nificant ethical arguments and does not treat all
of the relevant ethical issues. Nonetheless, impor-
tant findings emerge:

. Categorical distinctions can be helpful in
clarifying the specific points at which ethical
dilemmas exist but do not lend themselves
readily to clear criteria for decisionmaking.

. According to several ethical traditions, the
relevant considerations in decisionmaking are
the patient’s wishes and interests, in light of
his or her condition; societal allocation of re-
sources; and the necessity for some societal
rules, such as the prohibition of Killing.

. Each of the life-sustaining technologies dis-
cussed in this assessment raises a hetero-
geneous, though not necessarily a unique,
combination of ethical issues and questions.

. There is insufficient data from which to draw
any conclusions about a possible relationship
between suicide among the elderly and the
use of life-sustaining technologies.

« Whether or not an individual act of withdraw-
ing a life-sustaining technology constitutes sui-
cide or assisted death depends directly on
how these terms are defined.

+ The way in which health care services should
be distributed to elderly persons depends
directly on the theory (or theories) of justice
that one holds and that can be effectively
translated into public policies.

+ The way in which life-sustaining technologies
should be distributed to terminally ill elderly
persons will depend in part on whether age
is adopted as an appropriate criterion for al-
location and on the availability of a particu-
lar technology.

« There are important arguments, both pro and
con, for using chronological age as a criterion
in the allocation of technological resources.

+ An important factor in the alternative argu-
ments about the use of chronological age in
the allocation of resources is whether one
adopts an “over-a-lifetime” or “slice-of-time”
perspective concerning individual quality of
life and human welfare.
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INTRODUCTION

In a person whose heart is healthy, the func-
tioning of the heart is intricately timed and or-
chestrated to supply the brain, lungs, body tis-
sues, and organs with blood. When a person’s
heart stops beating, or beats so ineffectively that
blood circulation is not sufficient to supply the
brain with oxygen and nutrients, the brain is ir-
reversibly damaged within minutes, spontaneous
breathing cannot be recovered, and death ensues
quickly. Cardiopulmonary resuscitation (CPR)
offers a way to reverse the imminent threat to life,

Developed only 25 years ago, CPR is a widely
applicable means of restoring and maintaining
blood circulation and breathing in a person who
has experienced a cardiac arrest. Basic CPR, that
is, external cardiac massage and mouth-to-mouth
ventilation, is familiar to most Americans, and
many people have been trained to perform it. Ad-
vanced resuscitative techniques, such as the use
of drugs and electrical shock to the heart, are less
familiar to most people and are almost always per-
formed by trained professionals.

CPR can be applied to anyone whose heart stops
beating. Hence, all of the roughly 2 million peo-
ple who die in the United States each year—70
percent of whom are elderly-are potential re-
cipients. Because the alternative for a patient in
cardiac arrest is death, ensuring access to CPR
for all who need it is a vital public concern. Gov-
ernment agencies and nonprofit organizations,
such as the American Red Cross and the Amer-
ican Heart Association, have developed large-scale
educational programs to teach the basics of CPR
to laypersons in local communities. Nevertheless,
some elderly and other people who might bene-
fit from CPR do not receive it. There are concerns
that elderly people may be less likely than youn-
ger people to receive CPR because of a widespread
perception that elderly people are less likely to
benefit from it.

Somewhat paradoxically, given concerns about
the underuse of CPR, many observers are also con-

cerned about the possible overuse of CPR. Poor
long-term survival rates, the risk of injuries and
complications associated with the procedures, and
the possibility of survival with severe physical and
neurological impairment have prompted some ob-
servers to question the appropriateness of this
technology for certain patients, especially those
who are terminally ill and severely debilitated.

Because of the suddenness of cardiac arrest and
the urgency of initiating treatment quickly if at
all, decisions about CPR must be made momen-
tarily after the arrest or at some time before an
arrest occurs. In the community, cardiac arrest
is usually unexpected. Paramedics, emergency
medical technicians, and trained laypersons who
perform CPR in this setting often know nothing
of the patient background and are not qualified
to assess the patient’s medical condition. In the
community, therefore, the presumption is gener-
ally that efforts to resuscitate victims of a cardiac
or respiratory arrest should be initiated automat-
ically, as quickly as possible, and continued until
effective spontaneous circulation and breathing
are restored, the patient is transferred to a hos-
pital, or the rescuer is exhausted and unable to
continue.

CPR is also usually initiated automatically in hos-
pitals. For some patients, however, the possibil-
ity of cardiac arrest is anticipated, and a decision
about whether to administer CPR is reached in
advance. For some of these patients, a decision
is made to withhold CPR.

There are many problems in arriving at and im-
plementing decisions to withhold CPR. In some
cases, physicians, nurses, and other caregivers dis-
agree about whether a particular patient should
be resuscitated. Many physicians do not discuss
decisions about resuscitation or the possibility of
a Do-Not-Resuscitate (DNR) order with their pa-
tients (5). DNR orders are sometimes inadequately
documented or not documented at all in the pa-
tient’'s medical chart. Some health care facilities

167
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do not allow physicians to write DNR orders, and
some physicians avoid writing such orders for fear
of legal liability (43,9 0).

These problems have prompted many observers
to encourage adoption of clearly formulated in-
stitutional policies to define procedures for mak-
ing decisions about resuscitation (14,69,71). In re-
sponse, the Joint Commission on Accreditation of
Hospitals (JCAH) has developed a standard that
will require hospitals and nursing homes to have

DESCRIPTION OF

Cardiac Arrest: The Need for
Resuscitation

People need resuscitation as a result of either
cardiac or respiratory arrest. Cardiac arrest is the
sudden unexpected cessation of heartbeat and
blood pressure. It leads to loss of consciousness
within seconds, irreversible brain damage in as
little as 3 minutes, and death within 4 to 15 min-
utes (14)87).

Respiratory arrest is the sudden cessation of ef-
fective breathing (see ch. 6). Without effective
breathing, the blood is unable to supply adequate
oxygen to the heart and brain or eliminate car-
bon dioxide from body tissues. Consequently, res-
piratory arrest will be followed within minutes
by gradual loss of consciousness and then by
cardiac arrest. Ascertaining whether a cardiac ar-
rest was caused by a respiratory arrest is often
impossible, and virtually all cardiac arrests are
accompanied within minutes by cessation of
breathing (14).

Although the majority of people who suffer
cardiac arrest are elderly, the nature and under-
lying causes of their arrest vary widely. Cardiac
arrest frequently results from a myocardial in-
farction (loss of blood supply to the heart, com-
monly known as a heart attack), but can result
from a variety of other conditions, including kid-
ney failure, hemorrhage, and metabolic disorders.
The frequencies of various causes of cardiac ar-
rest cannot be precisely ascertained, because the
underlying medical conditions that result in ar-
rest are often not known or not reported, and
an autopsy is usually not performed (13).

a formal policy about how such decisions should
be made in order to be accredited by JCAH (67).

This chapter discusses resuscitation techniques,
their use for elderly patients, and the processes
by which decisions about CPR are made. CPR in-
cludes a range of techniques that vary in their
technological sophistication and invasiveness.
Since decisions about resuscitation also involve
decisions about which of these techniques should
be used, the chapter includes some information
about the various techniques.

RESUSCITATION

In the vast majority of patients, cardiac arrest
is the end point in the course of coronary artery
disease. Atherosclerosis—the accumulation of
fatty substances and growth of fibrous coronary
tissue in the walls of arteries underlies most coro-
nary artery disease and is a distinctly age-related
disorder.

Many patients who experience cardiac arrest
also have other physiological problems that con-
tribute to their arrest by placing strain on the
heart. The most common problems are renal fail-
ure, diabetes, pneumonia, and cancer—conditions
that are more prevalent among elderly than young-
er people (6).

Any one of various heart disturbances—arrhyth-
mias, asystole, or electromechanical dissociation—
may precede or initiate cardiac arrest. The most
serious of the cardiac arrhythmias (abnormal
heartbeats) is ventricular fibrillation, in which the
ventricles of the heart twitch or beat in an un-
coordinated pattern without effective contraction
and cardiac output. Ventricular fibrillation occurs
in approximately 60 to 90 percent of cardiac ar-
rests taking place in the community and in 33 to
40 percent of those taking place in the hospital
(14). It is also the most frequent cause of death
prior to hospital admission (66). Other arrhyth-
mias associated with cardiac arrest are ventricu-
lar tachycardia, which is characterized by rapid
regular or only slightly irregular beats; and
bradycardia, or abnormally slow heartbeats.

Asystole (the absence of electrical activity in the
heart) and electromechanical dissociation (the fail-

ure of a normal electrical impulse to cause con-
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traction of the heart) cause a smaller proportion
of cardiac arrests than arrhythmias (26). Arrhyth-
mias, asystole, and electromechanical dissociation
can be diagnosed with the aid of an electrocar-
diograph (EKG) machine, that measures the elec-
trical activity of the heart and graphically depicts
the heartbeat by a series of waves.

History of Resuscitation

Attempts to resuscitate people with cardiac or
respiratory arrest began almost as early as re-
corded history. Modern closed-chest cardiac mas-
sage, however, was not developed until 1960,
when W.B. Kouwenhoven and his associates first
applied it (45). Prior to that time, cardiac arrest
was sometimes treated by surgically opening the
patient’s chest and directly massaging the heart.
With the method developed in 1960, however, a
rescuer rhythmically applies pressure to the pa-
tient’s sternum (breastbone); this pressure com-
presses the heart and restores circulation with-
out opening the patient’s chest.

Successful application of closed-chest cardiac
massage and the increased technological capabil-
ity to monitor heart rhythm and to safely apply
electrical shock all contributed to the rapid and
widespread acceptance of CPR in hospitals dur-
ing the 1960s and shortly thereafter by emergency
rescue teams.

It was soon discovered that the outcome of CPR
depended largely on how quickly it was initiated.
In many cases where people collapsed outside a
hospital, brain damage or death occurred before
an ambulance arrived. In an attempt to minimize
this time lag and to bring the ability to resuscitate
out of the hospital and into the community, pub-
lic agencies and nonprofit organizations developed
programs to teach the basics of CPR to commu-
nity laypersons, high school students, and others
(14).

Procedures Involved in
Resuscitation

Many people think of resuscitation as it is por-
trayed on television—a bystander, a paramedic,
or an emergency room physician pumping on a
person’s chest until the person either dies or is
revived. In fact, however, resuscitation consists

of a wide array of procedures, often involving
sophisticated and specialized techniques and
equipment.

It was a Thursday morning, rounds were done,
and the intern and medical student sat down for
a quick breakfast. Suddenly, from overhead, “Code
blue .. . Code blue ... Code blue . .. Code blue .. .I”
They leapt up and ran.

... When they arrived, resuscitation was already
in progress. Another medical student was rhyth-
mically pushing on Mr. H’s chest, and having dif-
ficulty with the position, climbed onto the bed to
continue. A large cart loaded with drugs was near
the door to the room, manned by two nurses.
Another nurse was giving him oxygen with a mask
and a bag, and an anesthesiologist was standing
by, ready to put a breathing tube in Mr. H’s tra-
chea. The intern periodically drew blood from the
groin and a medical student ran the blood sam-
ples to the lab to measure oxygen and acid.

Above the confused chatter, shouts of “atro-
pine!”, “more bicarb!”, “epinephrine!”, and other
names of drugs could be heard from the resident
who took charge of the code. The EKG machine
spewed out yards of paper strips showing no heart
beat. The resident took the defibrillator paddles
several times, applied them to the reddened, raw
chest, shouted “All clear!”) and everyone momen-
tarily moved back. The lifeless body jerked with
each shock (14).

In describing the spectrum of procedures in-
volved in resuscitation, it is helpful to divide the
process into two stages: basic and advanced life
support. Basic life support is administered to a
person in cardiac arrest by a “rescuer,” either a
trained bystander, an emergency medical techni-
cian, a paramedic, a nurse (especially if initiated
in a hospital), or any other health professional.
Advanced cardiac life support includes basic
cardiac life support and other specialized equip-
ment and techniques and is administered by para-
medics or other medical personnel. In the hos-
pital, advanced cardiac life support is usually
initiated by nurses and continued within minutes
by a team of physicians.

Basic Life Support

Basic life support consists of what are referred
to as the ABCs of resuscitation: Airway, Breath-
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ing, and Circulation (see fig. 5-1)."When a res-
cuer arrives at the scene of a collapsed victim,
he or she determines that the person is unrespon-
sive and immediately calls for help. After position-
ing the victim and ensuring that the victim’s air-
way is open, the rescuer determines whether he
or she is breathing by looking for chest movement
and listening and feeling over the mouth for
airflow.

If no breath is detected, the rescuer performs
mouth-to-mouth ventilation. This involves blow-
ing air into the victim’s mouth and determining
whether the victim’s lungs are being ventilated
by watching for chest movement and hearing or
feeling the air escape during exhalation.

If a carotid pulse at the victim’s neck is absent,
the rescuer begins external chest compressions.
Rhythmic compressions of the sternum provide
circulation to the heart, lung, brain, and other
organs. Blood circulated to the lungs by external
chest compressions will receive enough oxygen
to maintain life when accompanied by properly
performed mouth-to-mouth ventilation (64).

Advanced Cardiac Life Support

Advanced cardiac life support consists of basic
life support and the techniques and machinery
that sustain life after the immediate, manual steps
are taken. It frequently involves the use of spe-
cial equipment and procedures for establishing
an airway and maintaining effective ventilation
and circulation.

Depending on the setting, condition of the vic-
tim, and skill of the available personnel, an air-
way device may be inserted through the victim’s
nose or mouth into the throat to keep open a path
for air behind the tongue (see fig. 5-2). The air-
way of an unconscious victim is most effectively
secured with an endotracheal tube (a tube inserted
through a person’s nose or mouth into the tra-
chea), An endotracheal tube can protect the pa-
tient’s esophagus during artificial ventilation (14).

To maintain ventilation, a bag-valve unit (a mask
attached to a bag) can be used to deliver either

*Although ABC stands for Airway, Breathing, and Circulation, the
American Heart Association agreed in 1985 that ABC should stand
for Assess, Breathe, and Circulate, as this was a more accurate
description of what the rescuer must do (28).

room air (when the mask is placed over the mouth
and nose and the bag is squeezed) or oxygen (when
a source of supplemental oxygen source is at-
tached to the bag-valve device). A bag-valve unit
or a mechanical ventilator can be attached to an
esophageal obturator airway (see fig. 5-2), or an
endotracheal tube. The efficacy of ventilation is
determined by monitoring the patient’s pulse, pu-
pil reaction and size, and spontaneous respira-
tions, and by periodically testing the blood for oxy-
gen and carbon dioxide levels.

Supplemental oxygen is used as soon as it be-
comes available. This is necessary to correct low
levels of oxygen in a patient’s bloodstream.

Several devices can help to maintain circulation.
A cardiac arrest board, placed under the patient’s
back, provides a firm surface to aid in compres-
sion of the chest and heart. Gas- or oxygen-pow-
ered mechanical devices for external chest com-
pression may be used to allow consistency in the
depth and length of compressions. These devices
are found in some emergency rooms and inten-
sive care units (ICUs) and maybe used in addition
to manual chest compression for cases where
prolonged resuscitative efforts are necessary.

An electrical defibrillator is used to convert ven-
tricular fibrillation to a normal heart rhythm. A
defibrillator produces a high-voltage current aver-
aging 4,000 volts, which is delivered over 4 to 12
milliseconds via two paddles placed externally on
the patient’s chest, on either side of the heart,
When left in place, the paddles can also detect
the patient’s heart rhythm and display it on a mon-
itor (14). An electrical defibrillator can also be used
to convert ventricular tachycardia to a normal
heart rhythm, a process called cardioversion. Like
defibrillation, cardioversion involves a brief elec-
trical shock to the heart, delivered through two
paddle electrodes placed on the patient’s chest;
cardioversion differs from defibrillation in that
it is timed to the heart’s electrical activity.

In adult patients who experience cardiac arrest
while being monitored, a precordial thump (a
sharp, quick, blow administered over the mid-
portion of the sternum within the first minute
after cardiac arrest) may be effective in convert-
ing ventricular fibrillation or ventricular tachy-
cardia to a normal rhythm. Recent studies indi-
cate that precordial thump should not be used
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Figure 5-1 .—Administration of Basic Life Support

A: Initial steps of cardiopulmonary resuscitation. Top, Determining unrespon-
siveness; center, calling for help; bottom, positioning the victim.

B: Opening the airway. Top, airway obstruction produced by tongue and epiglottis;
bottom, relief by head-tilt/chin-lift.

C: Determining breathlessness.

D: Rescue breathing. Top, mouth-to-mouth; bottom, mouth-to-nose,

E: Determining pulselessness.

F: External chest compression. Left, locating the correct hand position on the
lower half of the body; right, proper position of the rescuer with shoulders directly
over the victim’'s sternum and elbows locked.

SOURCE: National Conference on Cardiopulmonary Resuscitation (CPR) and Emergency Cardiac Care (ECC). “standards and Guidelines for Cardiolmimonary Resusci-
tation (CPR) and Emergency Cardiac Care (ECC), " Journal of the American Medical Association 255(21 ):2816-2920,1386.
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Figure 5-2.—Examples of Airway Devices Used in Advanced Cardiac Life Support

,«11.4«1', s X

A nasopharyngeal airway may be inserted through the
nose to the back of the throat to keep a path for air open.

An oropharyngeal airway may be inserted through the
mouth to keep a path for air open.

#An endotracheal tube with an inflatable cuff may be in-
serted through thé nose or mouth (as pictured here) into
the trachea. It is the most effective means of securing the

airway of an unconscious patient.

Bag-vaive ™
device

Trachea

Esophagus

Inflation
—

Lo it

An esophageal obdurator airway consists of a cuffed

tube that is inserted through the mouth into the esopha-

gus. Airholes in the portion that is in the throat allow

passage of air into the trachea. A sealed mask prevents
air leakage from the patient’'s mouth and nose. When the
cuff in the esophagus is inflated, air is prevented from

entering the stomach, stomach contents are prevented
from entering the trachea and an open airway exists that
can be used with a bag-valve device (shown) or a mechan-
ical ventilator.

SOURCE: C.K. Cassel, M. Silverstein, J. La Puma, et al., “Cardiopulmonary Resuscitation in the Elderly,” prepared for the Office of Technology Assessment, U.S. Con-

gress, Washington, DC, November 1985.
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A mechanical device for external chest compression,

demonstrated on a mannikin here, is sometimes used

instead of manual chest compression, especially when
prolonged resuscitative efforts are needed.

in out-of-hospital resuscitation because of the risk
that it may thump the victim into a more malig-
nant rhythm (13).

Drugs, administered either intravenously, by di-
rect injections to the heart, or via endotracheal
tube, play an essential role in advanced cardiac
life support. Some drugs (e.g., sodium bicarbonate)
can treat life-threatening accumulations of acid
caused by lack of oxygen and retention of carbon
dioxide. Many drugs (e.g., epinephrine and atro-
pine) influence heart rate and contractility, as well
as blood pressure. Some drugs (e.g., low doses of
dopamine) dilate blood vessels, and others (e.g.,
methoxamine, phenylephrine, and high doses of
dopamine) constrict them. Other drugs (e.g., lido-
caine, procainamide, and bretyllium) can correct
arrhythmias in some cases. Finally, some drugs
can also make a patient with ventricular fibrilla-
tion more responsive to electrical shock (14).

Although not a common part of the resuscita-
tion procedure itself, temporary cardiac pacing
is sometimes used to regulate a patient’s heart
rhythm. Temporary pacemakers are ineffective
for some heart rhythm disturbances and tend to
be used late in resuscitation, after other therapies
prove inadequate to establish stable circulation
(22). There are three basic approaches to cardiac

Photo credit: Hewlett Packard Co,

An electrical defibrillator can be used to deliver a shock
to a patient’s chest to restore normal heart rhythm.

pacing during CPR: external, transthoracic, and
transvenous. External pacing uses skin electrodes
to pass repetitive electrical impulses through the
chest wall, to electrically stimulate the heart. In
transthoracic pacing, the physician inserts the pac-
ing electrode through the patient’s chest and into
the heart muscle. In transvenous pacing, the phy-
sician inserts the pacing electrode through a large
vein near the patient’s collarbone and into the
heart. In all three cases, the pacing electrode is
connected to an external temporary pacemaker.

Open-chest cardiac massage is the most drastic
means of attempting to restore circulation. This
procedure involves surgically opening the patient
chest and breaking the ribs so that the heart can
be directly massaged. It is sometimes used for pa-
tients who fail to respond to standard, closed-chest
methods of resuscitation. The American Heart
Association currently recommends using open-
chest cardiac massage for patients with penetrat-
ing chest injuries, severe hypothermia, cardiac
tamponade (where the sac surrounding the heart
fills with blood or fluid), or anatomical deformity
that precludes closed-chest compression, and in
patients who suffer a cardiac arrest in the oper-
ating room when their chest is already open (64).

An in-hospital resuscitation attempt may include
one, all, or any combination of the various meas-
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ures described above, applied once, repeatedly,
or continuously. There is no theoretical limit to
the number of times a patient can be resuscitated,
although the chance of complications and inju-
ries increases with every attempt. In a hospital,
it is not uncommon for a patient with multiple
cardiac arrests to be resuscitated repeatedly, A
review of 13,266 hospital CPR cases reported in
the medical literature from 1960 to 1980 found
that 11 percent of CPR patients were resuscitated
twice in one hospital stay; 2 percent were resus-
citated three times; and about 1 percent were
resuscitated four times (23). One terminally ill pa-
tient was reportedly resuscitated 70 times in a
24-hour period (2).

For patients who survive a cardiac arrest, re-
covery is rarely a simple matter of “waking up”
after the resuscitation is completed. A patient’s
heart rhythm may continue to be abnormal and
may require continuous monitoring, intravenous
medication, or a pacemaker. A patient may also
require continuous infusion of medicine to sup-
port his or her blood pressure and maintain ef-
fective blood flow (14).

Successfully resuscitated patients are critically
ill due to serious underlying disease, cardiac ar-
rest, and the risk of recurrent cardiac arrest. They
typically require intensive medical care and are
frequently admitted to the hospital’s ICU or coro-
nary care unit (CCU) (14).

When To Discontinue CPR

There is no theoretical limit on the duration of
a resuscitation attempt. Resuscitation attempts
may extend anywhere from a few minutes to
hours, although they usually last 30 to 60 min-
utes (14). Patients whose hearts begin to beat spon-
taneously within 15 minutes are more likely to
survive than patients requiring CPR for a longer
time (6).

The 1980 American Heart Association Standards
for Cardiopulmonary Resuscitation and Emergency
Cardiac Care (ECC) state that CPR should be con-
tinued until a patient recovers or “is found to be
unresuscitable and is pronounced dead.” In gen-
eral, death may be determined on the basis of:
1) irreversible cessation of circulatory and respi-
ratory functions, or 2) irreversible cessation of

all functions of the entire brain, including the brain
stem, i.e., brain death (see ch. 2). Brain death can-
not be determined before or during resuscitation,
however, because 6 to 24 hours of observation
are needed, along with more than one flatline EKG.
Other indicators of brain death, such as lack of
pupil response and reflexes, are unreliable-
particularly in elderly patients, who may have un-
reactive pupils due to cataract surgery or who
are taking medications that may affect neurolog-
ical responses (64). Thus, according to experts,
a decision to discontinue CPR should be based on
a finding of irreversible cessation of cardiovas-
cular function after basic and advanced life sup-
port have been properly applied (56,63,64).

Specific clinical criteria for when CPR should
be discontinued have been proposed, but exam-
ples of the complete recovery of patients whose
resuscitation would have been terminated under
some of the proposed criteria can be cited (14).
Some observers argue that no criteria would be
appropriate in all cases and that the decision about
when to discontinue CPR must be made on a case-
by-case basis (16).

Special Considerations in the Use of
CPR for Elderly Patients

The use of some resuscitative procedures for
elderly patients may be complicated by age-asso-
ciated illness or physiological changes. Arthritis
of the vertebrae in the neck, a condition that is
common in elderly people can create difficulty
in some of the airway maneuvers. Rheumatoid
arthritis, which frequently affects the joint where
the jaw joins the skull, can interfere with CPR by
making the mouth difficult to open fully. More-
over, age-associated illness or physiological changes
may increase the risk of resuscitation-related in-
juries (see “Complications and Injuries Associated
With CPR” below). These age-associated problems
are not known to affect short- or long-term sur-
vival following CPR (14).

In comparison to younger people, elderly peo-
ple tend to have less muscle mass, more fatty tis-
sue, and reduced blood flow to the liver and kid-
neys (two main organs of drug elimination and
metabolism). These age-related physiological changes
may affect the way an elderly person’s body ab-
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sorbs, metabolizes, distributes, and eliminates
drugs (see ch. 9). How the drugs used in resusci-
tation are affected by these changes is not known,
although anecdotal evidence suggests that there
may be increased variability in response among
elderly patients. No guidelines exist for dosages
of these drugs for elderly patients.

Other age-associated problems may impede
monitoring an elderly patient’s response to a resus-
citation attempt. Many elderly people have stiffer
arteries than younger people, making their pulse
more difficult to detect (14). Furthermore, some
elderly people take medications that affect their
reflexes and other necrologic responses. Detect-
ing symptoms or changes in neurological status
in such individuals can be difficult.

Although age-associated factors may complicate
resuscitative procedures for some elderly patients,
impede monitoring of their response to treatment,
and increase the risk of resuscitation-related in-
juries, there is no evidence that CPR is performed
differently on elderly people than on younger peo-
ple. Many of the procedures must be applied in
full force in order for maximum benefit to be
achieved. Thus, although a patient’s age may af-
fect the decision to resuscitate (see section below
on “Making Decisions About Resuscitation”), once
the decision to resuscitate has been made, the pro-
cedures that are used are the same regardless of
the patient’s age, and little is done to reduce any
additional risks associated with advanced age (13).

Treatment Settings

Most large hospitals have the necessary equip-
ment and trained personnel for both basic and
advanced cardiac life support. Some small hospi-
tals do not have an ICU or CCU, and unstable resus-

citated patients maybe transferred by ambulance
or helicopter to a larger facility (14).

In nursing homes, the specialized equipment and
the personnel necessary for advanced cardiac life
support are frequently not available. Most nurs-
ing homes do not have equipment for defibrilla-
tion. Thus, nursing home residents in cardiac
arrest must be transferred to a hospital by am-
bulance after basic life support measures have
been initiated. Some nursing home personnel are
not even trained in basic CPR (14,41).

In the community, resuscitation is frequently
performed by emergency medical technicians or
paramedics attached to an ambulance rescue
team. Even if basic CPR has been started by lay-
persons or medical personnel who happened to
be present at the time of a cardiac arrest, it is often
continued by an ambulance rescue team or occa-
sionally a helicopter rescue team.

Emergency medical technicians and paramedics
are trained in basic life support techniques. Since
the 1970s, paramedics have also been trained to
recognize various arrhythmias and use a defibril-
lator. Apart from the initial, standard treatment
with external cardiac massage, incubation, intra-
venous line insertion, and defibrillation, however,
all medications and treatment given by paramedics
must be given on the orders of a physician based
in an emergency room and in contact with the
paramedics by radio (26).

CPR skills deteriorate rapidly if not practiced.
With the exception of trained personnel who work
in emergency rooms, ICUs, and CCUs, ambulance
and helicopter rescue teams, and some interns
and residents, few people use CPR often enough
to maintain their skills. There are no data on how
deterioration of CPR skills affects patient survival
in any treatment setting (14).

UTILIZATION AND COST OF RESUSCITATION

Utilization of Resuscitation

For several reasons, accurate information on
the utilization of CPR is difficult to obtain. Exist-
ing medical records systems do not necessarily
code CPR. Thus, the progress notes made in the
patient’s chart by a nurse or physician are some-

times the only record of a resuscitation attempt,
and these notes may be difficult to discern and
guantify. No government or private agency keeps
records of CPR attempts per se. Furthermore,
reports of CPR administered in individual hospi-
tals fail to provide information on the number of
admissions per year or the number of bed-days
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(days per year in which available hospital beds
are occupied by a patient) associated with CPR (14).

Nursing homes seldom have comprehensive
records of CPR attempts, because many nursing
home residents who are resuscitated are trans-
ferred by ambulance to a hospital either before
the arrest occurs or immediately after basic life
support is initiated. Records of CPR attempts in
the community are neither readily available nor
necessarily comparable. Moreover, the records of
emergency ambulance and helicopter rescue
teams often do not include the number of people
in the referral area, the number of ambulance
calls, or the number of emergency room visits (14).

Several other problems limit the availability of
accurate utilization data. In many reports, the pa-
tients receiving CPR are inadequately described,
followup information is incomplete, and the pop-
ulation at risk for CPR or from which patients
were obtained is not described or adequately re-
ported. In addition, many reports of CPR include
patients with trauma, hypothermia, or cold water
drowning—groups of patients in whom the indi-
cations for CPR, utilization, and outcomes may
differ from other groups. Elderly patients experi-
encing CPR may not be uniformly distributed in
these groups (14).

As a result of these problems, there are no ac-
curate figures on the number of persons who re-
ceive CPR in this country. Data from the 1984
National Hospital Discharge Survey, based on in-
formation from the medical records of a national
sample of patients discharged from short-stay non-
Federal hospitals, indicate that 120000 persons
of all ages received one or more of five specified
CPR procedures'about 73)000 (61 percent) of
these persons were over age 65 (82). These num-
bers from the National Hospital Discharge Sur-
vey are much lower than estimates based on other
sources on information, and they probably sig-

’The five procedures are conversion of cardiac rhythm; cardi-
opulmonary resuscitation, not otherwise specified; other electric
countershock of the heart; closed-chest cardiac massage; and open-
chest cardiac massage (80).

nificantly underestimate the number of persons
who receive CPR in hospitals.’

Data from other sources suggest that 370,000
to 750,000 or more persons of all ages may re-
ceive CPR in hospitals each year. One basis for
this estimate is the observation that approximately
700,000 persons discharged from U.S. hospitals
in 1984 had a diagnosis of acute myocardial in-
farction (81); although how many of these per-
sons received CPR is unknown, it is likely that
many of them did, Moreover, many patients with
diagnoses other than myocardial infarction also
receive CPR. In addition, data from several studies
in individual hospitals suggest that 1 to 2 percent
of patients in those hospitals received CPR (6,47).
Applying this percentage to the approximately
37,200)000 patients discharged from short-term
non-Federal hospitals in 1984 (81) yields a rough
estimate that 372,000 to 744,000 patients may have
received CPR in hospitals nationally.

The best available data suggest that cardiac ar-
rest occurs in the community in 58 to 71 persons
per 100,000 nationally (14). Yet, how many per-
sons who experience cardiac arrest in the com-
munity receive CPR or how many are included
in the hospital figures cited above is not known.
No information about the number of persons who
receive CPR in nursing homes or hospices is
available.

Data compiled for OTA indicate that approxi-
mately 55 percent of hospitalized patients who
receive CPR are elderly (14). Studies in some hos-
pitals have found an even higher percentage of
elderly persons among patients who received CPR.
Of 294 patients who received CPR in a Boston hos-
pital from 1981 to 1982, for example, only 20 per-
cent were under 60 years old; 23 percent were

%0ne reason the National Hospital Discharge Survey data may un-
derestimate the number of people receiving CPR in hospitals is that
the survey collects information on up to four medical procedures
for each patient, and CPR may not be included as one of the four
in some cases. This is especially likely since the survey form requests
four “surgical and diagnostic procedures” (80). Moreover, CPR at-
tempts may only be noted in the physician’s or nurses’ progress
notes and thus not easily extracted in the survey process.



Ch. 5—Resuscitation .177

60 to 70; 34 percent were 70 to 80; and 23 per-
cent were over 80 (6).

If an average of 55 percent of patients who re-
ceive CPR in hospitals are elderly, and 370,000
to 750,000 or more persons of all ages receive CPR
in hospitals, then 204,000 to 413,000 or more
elderly persons may receive CPR in hospitals. Al-
though very rough, this range corresponds to
other estimates based on the finding that CPR is
performed in about one-third of all hospital deaths
(14). In 1984,689,000 elderly persons died in short-
stay non-Federal hospitals (81); if CPR was per-
formed in one-third of these hospitalizations (or
about 230,000 cases) and if death occurs in 75 to
90 percent of hospital CPR attempts (as discussed
below), then it can be estimated that 255,000 to
307,000 elderly patients received CPR in hospitals.

Studies of patients receiving CPR in the com-
munity indicate that their mean age is 62. Detailed
age distributions are rarely reported (14), but it
is likely that most of the patients receiving CPR
in both settings are over age 65. More than 75
percent of patients resuscitated in the community
and 70 percent of those for whom resuscitation
is attempted in the hospital are men (14), prob-
ably because men are more susceptible to athero-
sclerosis than women.

Cost of Resuscitation

Costs associated with resuscitation include the
direct costs of procedures, equipment, and staff
for a resuscitation attempt in the community or
hospital; the cost of intensive care following resus-
citation; and the cost of hospitalization following
intensive care.

Some studies have analyzed the cost of commu-
nity CPR by comparing program costs of estab-
lishing and maintaining an emergency medical
service with the number of lives saved. OTA is
not aware of any studies that measure the direct
cost of procedures, equipment, and staff for a com-
munity CPR attempt. It is likely that the costs vary
greatly from program to program, depending on
the range of procedures performed and equip-
ment available, the proportion of volunteer to paid
staff, and the size of the service area.

In-hospital CPR may include any of several com-
binations of procedures (incubation, ventilation,
defibrillation, pacemaker insertion, laboratory
tests, drugs), and the costs of particular resusci-
tation attempts vary, depending on which proce-
dures are used, the duration of each procedure,
the number and type of personnel involved, and
the costs associated with each. OTA is not aware
of any studies that have observed and measured
these components during actual CPR and then
ascertained their costs.

To determine the charges associated with in-
hospital CPR, one would need to observe the event,
record the components, determine from the hos-
pital bill which of the components had, in fact,
generated charges, and total these charges. OTA
is not aware of any study that has done this.

Patients alive at the conclusion of a resuscita-
tion attempt are in almost all cases cared for in
an ICU or CCU. One published report examined
the charges for 2,693 patients admitted to a med-
ical ICU between 1977 and 1979 (78). The mean
hospital bill for 41 resuscitated patients with dis-
charge diagnoses of cardiopulmonary arrest who
required active interventions was $7,235; the
mean stay in the ICU for these patients was 4.3
days (out of a total average stay in the hospital
of 12.2 days). The hospital charges for these pa-
tients generally reflected the patient’s length of
stay in the ICU, the length of the patient’s total
stay in the hospital, and the degree of interven-
tion needed.

Reimbursement for Resuscitation

The Federal Government bears a large share
of the costs generated by resuscitation of elderly
people. The reason is that virtually all individuals
who are successfully resuscitated are admitted
to a hospital, and hospital care for most elderly
patients is reimbursed by Medicare. Under Medi-
care’s Part A (Hospital Insurance) prospective pay-
ment system (PPS), each hospitalized patient is
assigned to a diagnosis-related group (DRG) on ad-
mission to the hospital (see ch. 2). Patients admitted
in cardiac arrest maybe assigned to the DRG cat-
egory for cardiac arrest (DRG 129); patients who
suffer an arrest while in the hospital, however,
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have typically been assigned to a DRG other than
DRG 129 at the time of hospital admission (14).

Medicare’s hospital payment rates are higher
for some DRGs than for others, depending on the
average cost of care associated with each diagno-
sis. Anecdotal evidence suggests that hospitals try
not to assign patients to DRG 129 because the
Medicare payment rate for DRG 129 is less than
for other DRGs to which these patients may rea-
sonably be assigned (14).

The Federal Government also pays for care
administered in Veterans Administration (VA) hos-

pitals. OTA has not determined the number or
proportion of elderly patients resuscitated in these
hospitals or the costs of their care.

Emergency medical services that administer CPR
in the community are funded from a variety of
sources, including Federal, State, and local gov-
ernments and private insurers. Some communi-
ties have emergency medical services that are run
on a volunteer basis, without government subsi-
dies, and these services usually do not charge pa-
tients. Medicare Part B (Supplementary Medical
Insurance) covers some charges associated with
CPR in the community.

OUTCOMES OF RESUSCITATION

Clinical Outcomes

Resuscitation can deliver a person from the
brink of death. It can restore a patient to his or
her prior lifestyle within a few weeks, with only
bruises and soreness as reminders of the ordeal.
Fortunate patients can resume their everyday
activities, as the following case illustrates.

charged to the ward.
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home again, living independently (14. -

For most patients, the outcome of CPR is not
so positive. Some patients who are successfully
resuscitated face a long, difficult recovery, and
some never resume their normal daily activities.
Others survive with serious physical impairment
or brain damage.

If a person’s blood circulation stops or is inade-
quate for more than a few minutes, he or she may
suffer brain damage due to lack of oxygen. On
average, 1 in 20 patients who survive a cardiac
arrest has severe brain damage (16). In rare cases,
such brain damage can lead to prolonged coma.
Although elderly people may be more vulnerable
than younger people to oxygen deprivation, there
are no data on the incidence of new neurological
deficits in elderly patients following resuscitation.

Many patients who receive CPR do not survive.
The following case is one example.

apeakbﬁeﬂytoanurseordoctor andthenré‘
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turn to a small waiting room where four family
members were sitting.

After 2 hours, the doctors and nurses stopped
trying. The chaplain reported that a daughter
wanted to see her father.

Reluctantly, she was allowed in. As perople slowly
filed out and started cleaning up, the daughter
desperately pleaded, "Dad! Come back! Come
back, Dad! It’s me, . .. come back for me, Dad!’)
After she saw no response, the chaplain took her
back to her family. A nurse firmly pulled the cur-
tain around the bed (14).

Some patients die despite repeated resuscitation
over a period of hours. A “spiraling down” effect
is often seen in these patients, as they arrest and
are resuscitated again and again, growing contin-
ually weaker (74).

If resuscitation is unsuccessful in a hospital,
death is generally accompanied by chest compres-
sion, a tube in the throat, needles stuck in the groin
and elsewhere, and possibly several high-energy
electrical shocks. In extreme cases, a needle is in-
serted directly into the heart or the chest is opened
and ribs broken to directly massage the heart. It
is not known how the dying person perceives this
process, if at all, or whether the process increases
the suffering associated with death. Most patients
who die during CPR are unconscious (4). In the
very few studies asking survivors about their
memories, most have no memory of any part of
the resuscitation process, although, as discussed
below, some say they would not want it done again
(6,30).

Long lingering death after CPR appears to be
the publicized exception rather than the common
occurrence (6). Most patients who die following
resuscitation do so within the first few days.

The medical literature on outcomes of resusci-
tation exhibits several methodologic problems in
addition to the limitations already described for
utilization data. The greatest problem in compar-
ing available studies is that different studies use
different definitions of success (e.g., restoration
of a spontaneous pulse, restoration of circulation,
or remaining alive for 24 hours) and different defi-
nitions of survival (e.g., living until discharge from
hospital, for 1 month, for 6 months, for a year,
or more). The way these terms are defined deter-

mines, to a large extent, the outcomes that are
reported (14).

Although widely varying success rates have
been reported, on average, one-third to one-half
of CPR attempts in hospitals are initially success-
ful. For patients with cardiac arrhythmias, the ini-
tial success rate is better-about two thirds of CPR
attempts with these patients initially succeed. Not
all patients who are successfully resuscitated re-
cover enough to be discharged from the hospital,
however. Only about one-third to one-half of those
who are successfully resuscitated (approximately
10 to 25 percent of those for whom CPR is at-
tempted) survive long enough to be discharged
from the hospital.’

Very little information is available about the out-
comes of CPR in nursing homes. One study of
1,918 persons admitted to a New York State nurs-
ing home over an 8-year period found that only
32 persons (2 percent) received CPR in the facil-
ity. Of these, 9 persons (28 percent) survived more
than 24 hours, and 5 of the 9 (16 percent of all
those who received CPR) were still alive 30 days
later (42).

The hospital admission rate for patients resus-
citated in the community is a practical measure
of the initial success rate of community CPR. Using
this measure, several studies indicate an average
success rate of 35 percent (range 23 to 44 per-
cent) for community CPR (14). Among persons
who are successfully resuscitated in the commu-
nity and hospitalized, the percentage who recover
enough to be discharged from the hospital varies
greatly, depending on the cause of their cardiac
arrest, whether the cardiac arrests were wit-
nessed, how soon after cardiac arrest CPR was
initiated, and whether paramedic care or only
basic life support was provided (21).

Long-term survival of patients resuscitated in
any setting is rare (14,69). Recurrent sudden
cardiac death is the most likely eventual cause of
death in those initially surviving cardiac arrest.

“These overall averages are based on reviews of the literature by
the President’s Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research (69) and by Cas-
sel, et al. (14).
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Factors That Affect the Clinical
Outcome of Resuscitation

A patient’s underlying diagnosis and severity of
iliness are major determinants of resuscitation out-
come (6,15,30). One study of 294 patients resus-
citated in a Boston hospital found, for example,
that although 14 percent of the patients survived
to leave the hospital, no patients who had metas-
tatic cancer or pneumonia and only 2 percent of
patients with renal failure survived to leave the
hospital (6). Patients with multiple diseases usu-
ally fail to recover from cardiac arrest despite
prolonged CPR and eventually die through fail-
ure of one organ system or another (57).

A patient’s level of functioning prior to cardiac
arrest is a predictor of outcome of resuscitation
(6,15). One study found that only 4 percent of pa-
tients who had been homebound prior to their
cardiac arrest survived cardiac arrest and CPR,
compared to 27 percent of patients who had been
active outside the home before their cardiac ar-
rest (6).

The nature of a patient’s cardiac arrest is another
strong predictor of outcome. Patients with ven-
tricular fibrillation are more likely to survive than
patients with asystole or electromechanical dis-
sociation (6,21). Patients with ventricular tachy-
cardia have intermediate success rates (89).

Some CPR procedures are not effective when
certain heart irregularities are present. Defibril-
lation, for example, is an effective means of re-
storing heartbeat for patients with ventricular fib-
rillation but not for patients with asystole (37).
Likewise, pacing can be effective for asystole but
is ineffective in treating ventricular fibrillation and
electromechanical dissociation (72).

The time between occurrence of the cardiac ar-
rest and initiation of resuscitative measures
“down time”-greatly influences the patient’s
chance of recovery. In the past decade, at least
nine studies have found that survival following
cardiac arrest is related to early initiation of CPR
(21).

Long-term survival in patients resuscitated af-
ter a delay of more than 5 minutes has been doc-
umented, but the chance of brain damage increases

(16,21). The 1974 American Heart Association
standards stated:

The technique of CPR is most effective when
started immediately after cardiac arrest. If cardiac
arrest has persisted for more than 10 minutes,
CPR is unlikely to restore the victim to his prear-
rest central nervous system status (62).°

Duration of the resuscitative effort is also a
strong predictor of outcome. As duration in-
creases, survival rates decrease. Resuscitation ef-
forts lasting longer than 30 minutes are usually
unsuccessful (6,16,57), Some patients have recov-
ered completely following 2 to 3 hours of resus-
citative effort, but such cases are usually associ-
ated with hypothermia in drowning or with drug
overdose (14).

The relationship of outcome to the number of
resuscitative attempts that a patient receives dur-
ing a single episode has not been determined. The
poorer outcomes observed with more resuscita-
tion attempts in some studies may be due to the
longer total duration that naturally accompanies
a greater number of attempts.

A patient’s age is not a good predictor of the
outcome of resuscitation (6,14,15,30,31,32,48,68).
Some studies show no significant difference be-
tween success rates for elderly and younger pa-
tients (see, e.g., references 6 and 15). Other studies
(e.g., reference 30) show that elderly patients as
a group have somewhat poorer outcomes than
younger patients but that the poorer outcomes
in elderly patients reflect the higher prevalence
of multiple diseases in these patients. Although
the likelihood of multiple diseases increases with
age, any particular older individual may not be
affected. Thus, ail these studies support the con-
clusion that a patient’s age alone is not a good
predictor of resuscitation outcome.

Within the elderly population, the initial suc-
cess rate for CPR does not decrease significantly
in older age groups (12,14)32). One study of 1,345
persons who received CPR in the community
found no significant difference in the percentage

“The brain may be viable for a longer period of time in special
cases of barbiturate and sedative overdose, hypothermia, and
drownings.
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of patients in four age groups over 65 (ages 65
to 69; 70 to 74; 75 to 79; and 80 to 99) who were
resuscitated and hospitalized. The percentage of
successfully resuscitated patients who recovered
enough to be discharged from the hospital, how-
ever, decreased significantly with age—from 15
percent of patients aged 65 to 69 to only 8 per-
cent of those aged 80 to 99 (79). Thus although
patients in the very old age groups were success-
fully resuscitated as often as patients aged 65 to
69, patients in the very old age groups were less
likely to survive to be discharged from the hospital.

The same study (79) found that cardiac arrest
was witnessed more often for elderly patients.
Yet bystanders provided CPR prior to the arrival
of paramedics more often for younger patients.

Use of Other Life-Sustaining
Technologies Following CPR

Following resuscitation, many patients require
not only admission to an ICU or CCU and extended
hospitalization but also invasive hemodynamic
monitoring, prolonged mechanical ventilation, or
dialysis. In one study, 78 percent of the patients
admitted to hospital ICUs for a cardiac arrest re-
quired such a major intervention (18).

The life-sustaining technology most likely to be
required for patients who survive resuscitation
is mechanical ventilation (14). Respiratory func-
tion is often inadequate immediately after success-
ful resuscitation, and recovery to independent
breathing may take days or weeks. There is some
evidence that outcome for patients receiving ven-
tilatory assistance following CPR is not as good
as that of other patients (88), probably because
patients requiring such assistance tend to be more
ill in general than patients who do not need such
assistance.

Complications and Injuries
Associated With CPR

Resuscitation can be accompanied by a wide ar-
ray of complications and potential injuries that
may be long-lasting and even life-threatening, par-
ticularly for individuals who are already seriously
ill.

Brain damage is the result of cardiac arrest and
the consequent interruption in the supply of oxy-

gen to the patient’s brain. Some people think of
it as a complication of resuscitation, and, in fact,
delayed initiation of CPR and inadequately per-
formed CPR increase the risk of brain damage in
persons who are successfully resuscitated.

Each of the various basic and advanced life sup-
port procedures carries its own set of risks and
potential complications. The major problems that
may be encountered as a result of procedures used
during resuscitation are summarized in table 5-1.

The most common resuscitation-related injuries
include rib fracture, collapsed lung, ruptured
stomach, and broken teeth. In survivors of resus-
citation, these problems can cause pain, make
breathing difficult, impede weaning from a me-
chanical ventilator, or produce other problems
that complicate postresuscitative care.

Little information is available about the inci-
dence of resuscitation-related injuries, but one
study of 63 survivors of cardiopulmonary arrest
found such injuries in over 25 percent of the pa-
tients (10). Elderly patients, because they are more
likely to have osteoporosis (brittle bones), are at
an increased risk of fractures, but no age-specific
data are available to indicate whether such inju-
ries are more common in elderly survivors of
resuscitation than younger ones (14).

Psychological Outcomes of
Resuscitation

In the aftermath of a cardiac arrest, many sur-
vivors experience psychological repercussions.
Several of the resuscitated patients in a study at
Beth Israel Hospital in Boston reported that the
hardest part of their subsequent hospitalization
was adjusting to “feeling sick” and dealing with
their new loss of independence (6). Depression
was present in most of these patients at the time
of their discharge, although it tended to resolve
itself within 6 months. Every resuscitated patient
in this study, regardless of age, reported some de-
crease in daily activities. In many cases, the fear
of another arrest led patients to regulate their daily
lives and limit their activities to ensure immedi-
ate access to medical care.

Surveys of patients’ attitudes towards resusci-
tation indicate that some survivors do not wish
to be resuscitated again, although they had not
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Table 5=1.-Potential Complications Associated
With Specific Resuscitation Procedures

Basic life uppoti procedures:

. regurgitation

. aspiration

¢ gastric distension (with mouth-to-mouth)
. rib fracture

. collapsed lung

« ruptured stomach

« spinal cord compression

Tracheal Intubation:

. insertion of the tube into the esophagus

. trauma to the trachea or esophagus

. damage to the vocal cords

. narrowing of the trachea following tube removal

Defiberllation:
. myocardial necrosis (damage to heart muscle)

Pracordial thump:
. & more dangerous heart rhythm

Drugs:
« Sodium bicarbonate (in excess)
—alkalosis
—sodium and water overload
—paradoxical cerebral spinal fluid acidosis
. Atropine
—ventricular fibrillation
—tachycardia
—increased oxygen demand by the heart with increased
heart rate
. Calcium chloride
—intracellular damage

Temporary cardiac pacemakers:
. External pacers
—severe muscle contractions
—Ilocal tissue burns
. Transvenous pacers
—local trauma
—infection
—Ilaceration of the heart muscle
—blood clots
—ventricular arrhythmias
. Transthoracic pacers
—collapsed lung
—heart injury, including laceration
—Ilaceration of blood vessels
SOURCES: C.K.Cassel, M.D. Silverstein, J. LaPuma, et al., “Cardiopulmonary
Resuscitation in the Elderly,” prepared for the Office of Technology
Assessment, U.S. Congress, Washington, DC, November 1985; R.H.
Falk, L. Jacobs, A. Sinclair, et al., “External Noninvasive Cardiac Pac-
ing in Out-of-Hospital Cardiac Arrest,” Critical Care Medicine 11(10):
779-782, 1983; and J.R. Roberts and MI. Greenberg, “Emergency
Transthoracic Pacemaker,” Anna/s of Emergency Medicine 10(11):
800-812, 1981.

been opposed to their first resuscitation and they
are content with their present quality of life. One
study found that when 38 survivors of resuscita-
tion were asked if they would choose to be resus-
citated in the future if it were necessary, 21 (55
percent) said yes, 16 (42 percent) said no, and 1
was ambivalent. At a followup 6 months later,
three patients had changed their minds: two pa-
tients no longer desired resuscitation and one said
she would choose it (6).

Resistance to a second resuscitation seems to
be found particularly among older survivors. A
study in a hospital in Nuremberg, Germany, found
that older survivors of resuscitation tended to be
more negative about resuscitation than younger
survivors (30). Eighteen 6-month survivors, all of
whom were satisfied with their current life and
state of health, were asked about their opinions
toward resuscitation. All of the nine survivors un-
der age 60 said they would agree to another resus-
citation, but seven of the nine survivors over age
60 said they would not (the other two had no opin-
ion). Similarly, six of the nine survivors under age
60 thought it reasonable to resuscitate aged per-
sons under all circumstances, and three thought
it reasonable only with certain indications. In con-
trast, seven of the nine survivors over age 60
thought it reasonable to resuscitate aged persons
only on certain indications, and two had no
opinion.
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MAKING DECISIONS ABOUT RESUSCITATION

In the first 15 years following the development
of CPR, physicians tended to implement both basic
and advanced life support measures without hesi-
tation whenever the need arose. Over time, how-
ever, there has been a growing recognition among
physicians and others of problems associated with
resuscitation, particularly the low chance of suc-
cess and the risk of debilitating or life-threatening
complications.

In 1976, the New England Journal of Medicine
published two articles on withholding life support,
particularly resuscitation, from terminally ill pa-
tients (20,70). An accompanying editorial entitled
“Terminating Life Support: Out of the Closet” (29)
praised the two articles for making public the
“open secret” that resuscitation (and other life-
sustaining treatments to a lesser degree) were be-
ing withheld or withdrawn from some terminally
ill patients.

Since then, criteria and procedures for decid-
ing to withhold CPR have been widely analyzed
and debated. Although debate about these criteria
and procedures continues, it is now generally ac-
cepted that CPR is not an appropriate treatment
for every patient in cardiac arrest. A strong pre-
sumption in favor of resuscitation remains, never-
theless. As one observer has noted:

[CPR] is the only medical intervention that can
be performed by nonphysicians without a physi-
cian’s order; a physician’s order is required only
if CPR is tobe withheld, even in the patient home
(90).

In the case of persons who experience unex-
pected cardiac arrest in the community and in
the case of most patients in hospitals and other
health care facilities, it is assumed that CPR should
be attempted, because the alternative for the in-
dividual is certain death. For some patients, how-
ever, CPR is withheld. Withholding of CPR may
occur as the result of a unilateral decision made
by a physician at the time of the person’s cardiac
arrest. Alternatively, CPR maybe withheld on the

basis of a prior decision by the physician some-
times in consultation with other health care pro-
viders, the patient, and/or the patient’s family. In
such cases, a DNR order—a directive to withhold
CPR—may be written in the patient’s medical
chart.

This section discusses the factors that affect phy-
sicians’ decisions to withhold CPR, the usual role
of physicians, nurses, and patients and their fam-
ilies in the decisionmaking process, what is known
about the current use of DNR orders, and prob-
lems associated with their use. The same factors
are associated with physicians’ decisions to with-
hold CPR as reflected in research on: 1) their stated
attitudes about which types of patients should not
receive CPR; 2) their actual decisions to withhold
CPR, especially in hospitals; and 3) their decisions
about which patients should have a DNR order.
Data from all three sources are summarized
below.

Factors That Affect Physicians’
Decisions About Resuscitation

Many factors enter into physicians’ decisions
about whether resuscitation is appropriate for a
given patient. First and foremost are indicators
of the potential for successful outcome. Physicians
are not obliged to provide futile or useless treat-
ment, and a decision not to resuscitate is gener-
ally considered appropriate when CPR would be
futile (51). Thus, a patient’s underlying diagnosis
and other determinants of resuscitation efficacy
(see “Outcomes of Resuscitation) are important
considerations in physicians’ decisions to withhold
CPR.

The presence of a terminal illness in a patient
is frequently mentioned by physicians as a rea-
son for withholding CPR. In the Portland, Ore-
gon area, 87 percent of 78 emergency medicine
physicians surveyed said they would stop CPR on
a patient in the end stage of a terminal disease
(16). Similarly, cancer was the most common diag-
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nosis of patients in one Boston hospital who died
without receiving resuscitative measures (6), and
several studies have shown that patients with can-
cer are more likely than other patients to have
a DNR order (25,73).

Severity of illness is another frequently men-
tioned factor in physicians’ decisions about resus-
citation. Many physicians believe that resuscitation
should be withheld from patients with multiple
or severe diseases that are chronic, progressive,
or irreversible (15,40). Some physicians argue that
although CPR is technically possible in such pa-
tients, it is right to exclude patients with chronic,
progressive, disabling diseases who are highly de-
pendent on others (32).

Some physicians believe that it is appropriate
to withhold CPR from some patients who have
severe illnesses but who are not terminally ill. One
study of DNR orders in a medical ICU found that
a patient severity of illness was the most impor-
tant predictor of his or her DNR status, but over
60 percent of patients with DNR orders did not
have a diagnosis of terminal illness (91). Likewise,
in a community hospital, 40 percent of those with
DNR orders did not have a terminal illness docu-
mented in their medical record (49).

Another factor that is considered in resuscita-
tion decisions is “downtime.” The Portland study
of emergency medicine physicians found that 44
percent said they would cease CPR if it had been
initiated in the community more than 10 minutes
after the patient went into cardiac arrest (16).
Down time is associated with brain damage, as
discussed earlier, and one expert in resuscitation
has cautioned that “litigation is more likely to fol-
low when the patient survives (a cardiac arrest)
with permanent brain damage than when the pa-
tient dies” (56).

In addition to factors that have been shown to
affect the medical outcome of resuscitation, such
as severity of illness and “downtime,” several other
factors that do not affect the medical outcome of
resuscitation often play an important role in phy-
sicians’ attitudes and decisions about its use. One
such factor is the patient’s mental status. When
presented with case descriptions of one demented
and one mentally retarded patient in cardiac ar-
rest and two cognitively normal patients also in

cardiac arrest, 63 physicians in a Philadelphia in-
ternal medicine residency program said that they
would be less likely to initiate CPR on the de-
mented and mentally retarded patients than the
cognitively normal patients (27). Likewise, the Port-
land study found that 54 percent of the 78 physi-
cians stated that they would cease CPR if they
learned that a patient had a known severe mental
impairment, such as dementia or mental retarda-
tion (16).

A patient’s mental status may also influence phy-
sicians’ decisions about whether a patient should
have a DNR order. In one Boston hospital, 49 per-
cent of patients who were given a DNR order had
abnormal mental status (i.e., they were comatose
or disoriented), compared to only 15 percent of
a control group of patients who did not have ab-
normal mental status (73). In another hospital, ter-
minally ill patients who were mentally alert were
generally not given a DNR order (36).

Another factor that influences resuscitation de-
cisions is a patient’s residence in a nursing home.
One study found that the knowledge that a pa-
tient in cardiac arrest had been admitted to the
hospital from a nursing home was enough to dis-
courage some physicians from continuing CPR;
18 percent of 78 emergency room physicians sur-
veyed in Oregon said they would cease CPR if the
patient had been transferred from a nursing home
(16). Another study found that patients who were
admitted from a nursing home were three times
more likely to be given a DNR order than a matched
control group of patients who were not admitted
from a nursing home (73).

Finally, although research shows that patient
age alone does not alter the outcome of resuscita-
tion and many authors recommend against the
use of age as a factor in decisions about CPR
(40,55,59), in practice, age plays a significant role
in these decisions (15,19). Gordon and Hurowitz
described a bias against elderly patients in physi-
cians’ decisions about whether to administer CPR:

For younger patients, a physician’s decision not
to resuscitate is usually made after conscious de-
liberation. This is not always so for the elderly,
and yet, most physicians do not resuscitate many
of their elderly patients. It is not clear at precisely
what level the decision to resuscitate is made, but
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in the majority of elderly deaths, CPR attempts
have not been carried out (31).

A survey of physicians in a Philadelphia inter-
nal medicine residency program found that a pa-
tient’s age influenced their attitudes about whether
to administer CPR. When presented with two
hypothetical cases, one of a 32-year-old patient
with a pulmonary embolism and the other of a
98-year-old patient with the same condition, all
of the 63 physicians responding to the survey
stated that they would be much more likely to
resuscitate the younger patient than the older one.
The physicians’ disinclination to resuscitate older
patients was also evident, although less strongly,
when the age of the older patient was changed
to 64 (27).

There is some evidence that the patient’s age
is a predictor of DNR designation. A study of ICU
patients in a Cleveland hospital found the aver-
age age of the 71 patients with such orders was
66 years, while the average age of the 435 patients
without DNR orders was less than 58 years (91).
This difference could not be solely attributed to
the facts that DNR patients are usually seriously
ill and that the incidence of serious illness increases
with age, because 166 seriously ill patients with-
out DNR orders had an average age of less than
61 years.

The rationale for the use of a patient’s age as
a factor in decisions about administering CPR is
not clear. Some physicians may not resuscitate
elderly patients particularly in instances of un-
observed cardiac arrest or when the effort is not
promptly successful because of their perceptions
that CPR may simply prolong the process of dy-
ing and that many elderly patients fear death less
than prolonged dying or dependence on others.
According to one physician:

The vast majority of my patients over 65 tell
me that 1) they do not dread death, and hope that
theirs will be sudden; and 2) they do fear incar-
ceration in a nursing home or total dependence
on others (3).

Another physician, who asked 153 decisionally
capable elderly (aged 66 to 98 years) nursing home
residents whether they wanted to receive CPR in
the event of a cardiac arrest found that 77 resi-
dents (50 percent) did not want CPR; 11 residents

(7 percent) did want it; 64 residents (42 percent)
wanted their physician to choose at the time; and
I did not respond. Considering the large number
of residents who did not want CPR, that physi-
cian concluded:

Although age alone does not preclude candidacy
for CPR, the changed attitudes and values of old
people are at least as germane to case selection
as are any other consideration. As a group, the
elderly tend to be realistic and to often recog-
nize . .. that sometimes “death is the best life has
to offer” (86).

The Decisionmaking Process

A patient’s physician has the authority to make
a decision about initiating or withholding CPR, but
he or she may not be available at the time the de-
cision must be made. Many other individuals may
also be involved in the decisionmaking process.
The urgency of the event and the involvement
of many people with different points of view and
different information about the patient can cre-
ate a complex and sometimes chaotic situation,
as illustrated in the following case:

ars old, is brought into the emer-
ambulanoe The emergency room

staff determines‘that he suffered a heart attack
and was not breathing for an unknown period

oftimebefaraheavasb y paramedics.
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at he may have suffered irrevers-
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 he s ordering a neurological
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assigned to the emergency
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¢ husband had talked about the possi-
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Approximately 1 hour later a "Code blue” is
called. Mr. R has suffered a cardiac arrest. By the
time Ms. C responds to the code, the code team
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Potential Participants in Decisions
About Resuscitation

In general, only a physician may decide to with-
hold CPR. Emergency rescue teams have stand-
ing orders to initiate CPR as quickly as possible.
In hospitals, staff members are generally required
to initiate CPR unless there is a physician’s order
not to resuscitate a particular patient.

In hospitals that have staff physicians, residents,
and interns, these individuals frequently make de-
cisions about resuscitation. A study in one hospi-
tal found, for example, that the patient’s physi-
cian was involved in decisions to withhold CPR
in only 39 percent of cases, and residents and in-
terns made the decision in the other cases (80).

Nurses cannot legally make decisions about
resuscitation, yet research indicates that they
often have strong feelings about whether their
patients should be resuscitated. It is not known

how often nurses are involved in such decisions.
One study found that nursing involvement in de-
cisions about DNR orders had been documented
in only 10 percent of cases; however, nurses had
played an active role in assessing the patient’s and
family’s attitudes about the patient’s condition and
treatment and encouraging open discussion be-
tween the patient and the physician about the pa-
tient’s resuscitation status (7).

In the event of a sudden and unexpected cardiac
arrest, a patient cannot participate in the deci-
sion about whether to resuscitate, and the involve-
ment of the patient’s family is severely limited by
time constraints. In the great majority of cases,
however, advance deliberation is possible, and pa-
tients and families can be involved in decision-
making.

Patient and Family Involvement in
Decisions About Resuscitation

Physicians once made decisions about whether
to resuscitate patients behind closed doors, pater-
nalistically protecting their patients from what the
physician believed would be upsetting for the pa-
tient. Recent legal developments and changing atti-
tudes of the public as well as many physicians sup-
port the rights of decisionally capable adults to
be informed about their medical condition and
to participate in decisions about their medical care,
including resuscitation (1,64).

Yet patients are not always consulted about their
desire for CPR. The findings of one study suggest
that although many physicians believe that patient
participation in resuscitation decisions is impor-
tant, they often do not act accordingly (5). The
researchers interviewed 157 physicians involved
in the care of 154 patients who had been resusci-
tated (24 of the patients survived). Almost all the
physicians said they believed that patients should
participate in decisions about resuscitation, but
only 10 percent of the physicians had actually dis-
cussed resuscitation with their patients prior to
the patient’s cardiac arrest ().

Almost all the physicians interviewed thought
they knew what their patients would want, but
their opinions correlated only weakly with the
preferences expressed by the 24 surviving pa-
tients, particularly the patients who did not want
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to be resuscitated. For example, although 8 of the
24 patients stated that they had not wanted CPR,
only 1 of the 16 physicians caring for these 8 pa-
tients was aware of this preference; 10 of the phy-
sicians thought their patients wanted CPR; 3
thought their patients were ambivalent, and 2 had
no opinion (5).

Other studies indicate that patients are usually
not involved in decisions about DNR orders. A
study of 95 patients with DNR orders in a Boston
hospital found that consent for the DNR order
had been given by the patient in only 18 percent
of the cases. The family had given consent in 66
percent of the cases (73). A study of DNR orders
in one ICU found that patients’ wishes were listed
as a reason for the decision in only 15 percent
of the cases. There were no written justifications
for the DNR orders in 42 percent of the cases,
but in cases where there was documentation, it
more commonly included poor prognosis (59 per-
cent) or the perception of poor quality of life (24
percent) than patient preferences (9 I).

At the time decisions about DNR orders are
made for them, many patients of all ages are not
decisionally capable. In one ICU, 55 percent of
patients with DNR orders were unable to partici-
pate in decisionmaking because of coma or re-
duced consciousness (92). In another hospital, 76
percent of patients for whom a DNR order was
written were unable to participate in the decision
as a result of preexisting dementia, newly acquired
coma, or other conditions that caused reduced
consciousness or cognitive impairment. Only 11
percent of the patients, however, had been too
cognitively impaired to participate in decisionmak-
ing at the time of their admission to the hospital (7).

Even for patients who are decisionally capable,
physicians may consult the family rather than the
patient. A study of DNR orders in three Texas
teaching hospitals found that the patient and/or
family was involved in 83 percent of decisions not
to resuscitate; in at least 20 percent of these cases,
the decision was discussed with the family, not
the patient, even though the patient was consid-
ered decisionally capable (25). As one ethicist has
noted, failure to involve decisionally capable pa-
tients in a decision to withhold CPR in the event
of a cardiac arrest is a serious ethical problem (85).

Decisions to resuscitate maybe discussed with
patients and families even less often than deci-
sions not to resuscitate (90). In the three Texas
teaching hospitals mentioned above, researchers
found that physicians’ decisions that patients
should be resuscitated in the event of cardiac ar-
rest had been discussed with only 22 percent of
the affected patients or their families (25).

Some physicians refrain from discussing resus-
citation with their patients in order to protect
them or because they feel it is unnecessary to
bring up the issue (5). Some physicians also be-
lieve that patients will initiate a discussion about
resuscitation if they wish. Many patients, how-
ever, believe that physicians would rather not dis-
cuss treatment options, particularly if the discus-
sion might lead to an emotional scene, might take
a lot of time, or could be interpreted as implying
lack of trust (). In addition, many physicians have
difficulty discussing issues related to death or dy-
ing (see ch. 10). As one physician has noted, find-
ing the *“right time” for such discussions is also
difficult:

Despite all arguments favoring open discussion,
it is difficult to broach the issues of death and
treatment limitation with a patient or family. No
time seems like the right time. When patients are
relatively healthy, we do not want to upset them
needlessly; when they are terribly sick, we do not
want to upset them further. If we wait too long,
they may become incompetent. There is no sim-
ple answer to this question of timing. In general,
it is easier if discussions about these issues have
been part of the ongoing physician/patient rela-
tionship, instead of being precipitated for the first
time by a crisis (90).

Some physicians and other health care providers
are more reluctant to discuss treatment options
with older patients than younger ones. This may
be because they assume that older patients pre-
fer to have treatment decisions made for them;
because they assume that older patients will not
understand the discussion; or because older pa-
tients are more likely than younger ones to have
hearing or speech impairments that may inter-
fere with communication. Thus, elderly people
may be less likely than younger people to be in-
volved in decisions about their treatment.
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Disagreement Among Participants in
Decisions About Resuscitation

Even when patients and their families are con-
sulted, decisions about resuscitation are not eas-
ily made. A consensual decisionmaking process
that involves many people may remove the full
burden of the decision from the shoulders of the
physician, but can also make the process even
more difficult.

Family members may disagree about the appro-
priate treatment, as the following case illustrates:

L i ¥

A patient’s physician and staff physicians, resi-
dents, and interns may also disagree about whether
the patient should be resuscitated. OTA is not
aware of any research on the frequency of such
disagreements when a decision about resuscita-
tion is made without advance deliberation at the
time of a patient’s cardiac arrest. One study of
DNR orders at three Texas hospitals, however,
found that staff physicians disagreed with the de-
cisions about DNR made by patients’ physicians
for 43 (6 percent) of the 758 patients: only 1 of
the 43 disagreements involved a patient who had
a DNR order; the remainder involved patients
whom staff physicians thought should have a DNR
order but did not (25).

Sometimes nurses disagree with patients’ phy-
sicians and with staff physicians, residents, and
interns about the appropriate treatment decision
for a particular patient. Although the patient’s phy-
sician is ultimately responsible for the decision,
several observers argue that physicians should
carefully consider decisions about a patient’s DNR
status that meet with persistent, thoughtful dis-
agreement from staff nurses. They point out that
nurses sometimes have a greater awareness of
patient and family emotional responses and treat-
ment preferences than the physician (50,90).

In some instances, a physician may disagree with
the patient or family about whether resuscitation
should be provided. Some physicians who disagree
with a patient’s or family’s directive not to resus-
citate override that directive. A physician may do
this when a patient is not terminally ill or has few
serious conditions. In such cases, the physician
acts in what he or she considers the patient’s “best
interest,” reasoning, for example, that “resuscita-
tion is not what the patient meant when she said
that she wanted no extraordinary measures taken,”
or that “the patient was just depressed when he
signed the DNR order and will be thankful later”
(4,11).

Conversely, some physicians override a patient’s
or family’s wishes for treatment when they be-
lieve that their demands for resuscitation are un-
reasonable or that treatment will not benefit the
patient (51). unilateral decisions by physicians not
to provide CPR when the patient or family has
requested it are controversial, however, and in-
crease risk of litigation. To avoid these problems,
some physicians may give a verbal order not to
resuscitate the patient but fail to document the
order in the patient’'s medical record (52).

Obtaining Informed Consent
for Resuscitation

Informed consent for resuscitation is usually not
obtained in any treatment setting, partly because
of the strong general presumption that all patients
who experience cardiac arrest should be resusci-
tated unless there is a physician’s order to with-
hold CPR. Some observers have noted that the lack
of a requirement for informed consent for resus-
citation supports a lack of communication be-
tween physicians and patients (75). At least mini-
mal discussion about many other invasive medical
procedures is ensured because informed consent
is required. Resuscitation differs from these pro-
cedures in that its need is sudden and often un-
anticipated. Yet advance deliberation is theoreti-
cally possible in virtually all cases.

There is currently much debate about the
desirability of requiring informed consent for
resuscitation at some point during a patient’s hos-
pitalization. Some observers favor such a require-
ment as a means of ensuring prior discussion of
the resuscitation decision. According to one phy-
sician:
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It would seem that the time has arrived when
all patients should have an opportunity to express
their desire for or against resuscitation on rou-
tine admission to the hospital. The use of a stand-
ard written form for patients to consider on ad-
mission might force a more thorough discussion
of the issue between patient and physician (75).

In a meeting of the advisory panel for this OTA
assessment, the majority of panelists favored re-
quiring informed consent for resuscitation after
the first 24 hours of hospitalization for patients
for whom the issue is appropriate (see box 5-A).

Other observers believe that requiring informed
consent for resuscitation is unrealistic and inad-
visable. They argue that requiring physicians to
discuss resuscitation with all hospitalized patients
who may die “would provoke unnecessary anxi-
ety” (15).

Trying to ascertain a patient’s preference about
resuscitation at the time of hospital admission may
be inappropriate for several reasons. At the time
they enter the hospital, patients are often under
emotional stress and may not be able to fully and
properly consider a resuscitation decision. They

Box S-A.-Majmlty Opmmn olm
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cision.
SBOURCE: OTA Advisory Panel for LifeSustaining Technologles and
the Elderly, 1986.

may fail to fully understand the consequences of
their decision or to anticipate all circumstances
in which cardiac arrest might occur. Temporary
depression at the time of admission to a hospital
might color some patients’ decisions. Finally, the
vitally important decision about whether or not
to resuscitate might get buried amidst the numer-
ous questions patients must answer and forms
they must sign on hospital admission.

Some nursing homes solicit residents’ prefer-
ences about resuscitation at the time of admis-
sion or during their stay in the facility. The writ-
ten information about CPR provided to residents
by one such facility and the form used to obtain
residents’ responses are illustrated in figures 5-3
and 5-4. The blank spaces at the bottom of the
form used to obtain residents’ responses are for
changes in residents’ previously expressed wishes.
When a resident of the nursing home is hospi-
talized, a photocopy of the form expressing his
or her preference about resuscitation is sent to
the hospital with other medical information (86).

physicians’Directives About
Resuscitation

The Use of DNR Orders

The use of DNR orders has at least two widely
understood goals: 1) to ensure that physicians who
are most familiar with a particular patient decide
on the appropriateness of resuscitation attempts
before such attempts are needed and without the
stress induced by a sudden arrest; and 2) to en-
courage physicians to consult with patients, or
with the families of decisionally incapable patients,
to determine their wishes concerning further
treatment (25).

Some observers suggest that the following pro-
cedures should be followed by physicians issu-
ing DNR orders (59):

* The physician fully evaluates the patient’s
medical condition.

* The physician, with the rest of the health care
team, determines the appropriateness of a
DNR order for the patient.

* When the patient is decisionally capable, the
DNR decision is reached between the patient
and physician.
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« When the patient is decisionally incapable, There are no national data on the percentage
the physician consults family members or of patients with DNR orders. Data from individ-
other surrogate decisionmakers. ual hospitals indicate the percentage varies among

« If the patient or family members disagree with different hospitals. Recent studies in hospitals in
the DNR order, it is not implemented. San Francisco and Boston have found that 3 to

. Once the DNR decision is made, the physi- 4 percent of all patients have DNR orders (7,49,
cian discusses its meaning with the other 52)73), whereas 9 percent of patients in three
health care personnel involved in the patient’s Texas hospitals had DNR orders (25).
care (59).

Figure 5.3.—information About CPR Provided to Residents of One Nursing Home

THE MATHER HOME
1615 Hinman Avenue
Evanston, Illinois, 60201

To Our Residents:

In all procedures, whether performed on our Health Center or in the Evanston
Hospital, you--the patient--will have final governance over what is done for you and you
will be given full disclosure of all facts involved to enable you to make the right decision.

The objective of all examinations and treatments is your well being and comfort.
Therefore, we do not subscribe to heroic measures to sustain life if such measures would
cause great suffering and if life would be of poor quality afterwards. Neither, on the
other hand, can we do less than support you humanely in a lingering illness.

This brings us to the final consideration: cardiac arrest. It happens in infinitely
varied circumstances: inappropriately, in the young, with all other systems intact;
appropriately, in our own age group, as a result of general failure of interdependent
systems. Since cardiac arrest stops all pumping action of the heart, cardio-pulmonary
resuscitation is instituted at once in all hospitalized patients because the brain will not
tolerate more than four minutes of no circulation without permanent damage. Cardio-
pulmonary resuscitation, or CPR, is a manual maneuver which rhythmically compresses
the heart between the front and back of the chest by pushing the breast bone down. [n
this way, circulation can be maintained until electroshock can be arranged to start the
heart up again.

The problem in age is that the ribs are no longer elastic, but brittle, so that the
pushing required to squeeze the heart effectively regularly breaks ribs. These sometimes
lacerate the lung as well. Only rarely, at this predictable cost, can we actually achieve
our objective of happy survival.

Our request that you give the attached statement careful consideration follows
established policies. You may wish to discuss the issue with your family and/or with the
Home’s physician. Please complete the form, insert it in the enclosed envelope, seal the
envelope and place it in the slot box in our Mail Room.

Administration
SOURCE: The Mather Home, Evanston, IL.
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Figure 5-4— Form Used by One Nursing Home To Obtain Resident Preferences About CPR

THE MATHER HOME
1615 Hinman Avenue
Evanston, Illinois, 60201

To: The Mather Medical Department

Subject: PATIENT’S WISH REGARDING CARDIO-PULMONARY RESUSCITATION
(supplemental form)

I have been fully informed about Cardio-Pulmonary Resuscitation, its techniques,
its objectives, its successes and failures.

I further understand that in the event of cardiac arrest from any cause in the
hospital, 1 will automatically and immediately be given CPR unless this has been ruled
out in advance by my attending physician, who must be guided by my prior informed
decision.

Based upon my consideration of this information, | elect the option indicated below:
1. I do not wish CPR under any circumstance.

2. I do wish CPR to be performed in any situation of cardiac arrest regardless of
the attendant circumstances.

3. I wish my physician to make the decision regarding the propriety of CPR at
whatever time it may become a contingency, and give the force of my wish to
his decision.

Date Option Signature

SOURCE: The Mather Home, Evanston, IL.
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Studies in 14 ICUs across the country found that
the frequency of DNR orders varied from less than
1 percent to 14 percent of all patients (91,92).
These variations were not explained by differ-
ences in patient characteristics in the different
ICUs and may instead reflect differences in phy-
sician attitudes toward aggressive treatment (92).

The use of DNR orders is beginning in a few
nursing homes (see “Resuscitation Policies in Hos-
pitals and Other Institutions”) but is not as com-
mon in nursing homes as in hospitals. For many
nursing home residents, the critical decision with
regard to resuscitation is often a decision not to
hospitalize the resident, thus limiting treatment
to that available in the nursing home (8).

Agreement between physicians and family mem-
bers about a patient’s DNR status maybe difficult
to reach because many family members fear that
a patient with DNR orders will be neglected by
the medical staff, DNR policies commonly state
that the administration of other forms of care
should be independent of the decision to with-
hold resuscitation. The withdrawal of caregivers
from patients with DNR orders has been clinically
observed, however, and may be a particular prob-
lem for elderly patients (46).

Disaggregating Decisions About
Treatment: DNI and DNT Orders

Patients and their families often come into con-
tact with the health care system during periods
of personal crisis. At such times, they may request
that “no heroics” be provided or, conversely, that
“everything possible” be done. These broad direc-
tives are open to a variety of interpretations by
health care providers, and patients and families
sometimes fail to consider or to understand the
implications of their requests.

Resuscitation can be the starting point for pro-
longed dependence on other technologies such
as mechanical ventilation. The patient and/or fam-
ily members who request “no heroics” may feel
quite differently about a fairly simple procedure
like external cardiac massage than they feel about
more invasive techniques like open-chest massage,
defibrillation, and pacing. Yet there is no way to
distinguish among life-sustaining technologies
when wishes are expressed in global terms such
as those just noted. This ambiguity demonstrates
the need for clear definition of terms.

A DNR directive can itself be made clearer by
the disaggregation into a variety of more specific
directives. With partial codes, CPR is initiated, but
drugs are not administered, incubation is not per-
formed, or resuscitation is stopped after a pre-
determined period of time (51). Do-Not-Treat
(DNT) orders prohibit all active treatment, while
Do-Not -Incubate (DNI) orders state that the range
of resuscitative efforts short of incubation may
be performed. The decision of whether or not to
intubate may in the mind of the patient or family
be separate from the decision to administer ex-
ternal chest compressions (25), and some patients
may desire a partial code.

“Show Codes”and “Slow Codes”

Sometimes, rather than issue a written DNR or-
der, a physician may verbally direct staff to per-
form a few resuscitative procedures to reassure
the patient’s family that “everything was done”
(51, but with the intention of letting the patient
die. This has been called a “show code.” A similar
method that is used to reassure the family is a
“slow code”—the physician may direct health care
personnel on call to “Walk, not run, if the patient
arrests.” Or the physician may ask the nurses to
page him or her personally rather than alert the
CPR team over the loudspeaker, A slow code in-
creases the chances of permanent brain damage,
because in order to be effective, CPR must be in-
stituted with all possible speed (14).

Slow and show codes are considered by many
to be dishonest and entirely inconsistent with
established ethical principles. Moreover, they can
place caregivers in legal jeopardy (43). Yet they
are frequently applied when an explicit DNR or-
der cannot be written, either because it has not
yet been discussed with the family or because
there is disagreement among the family, the pa-
tient, and the physician. For patients who are not
terminally ill, for example, a DNR decision is often
difficult to make. The phenomena of slow and
show codes has prompted some observers to call
for continuing education of caregivers and other
strategies to discourage these practices (65,71,90).

Legal Concerns About Physicians’
Directives To Withhold Resuscitation

NoO caregiver has ever been found liable for a
properly derived and documented DNR order, and
caregivers can be held liable for battery if they
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resuscitate a patient against the patient’s wishes.
Yet there remains a wide range of beliefs regard-
ing what the law requires (43).

Some health care professionals are reluctant to
withhold resuscitation even with a DNR order be-
cause of fear of legal liability—especially if there
is not unanimous agreement with the DNR order
among all the concerned parties. This fear exists
despite one court’s ruling that the appropriate-
ness of a DNR order is a question “to be answered
in accordance with sound medical practice in con-
sideration of the individual patient’s conditions
and prognosis” (38).

Caregivers are also uncertain about withhold-
ing CPR from decisionally incapable patients with
no available guardian to authorize a DNR order.
In rare cases, they seek recourse in the courts,
but they more commonly resuscitate or perform
a “slow code.”

In some cases, physicians who have issued DNR
orders without the knowledge of patients or their
families have tried to protect themselves from lia-
bility by leaving no record of the DNR order. In
1984, a special grand jury investigating a death
in a Queens, New York hospital found that the
hospital had been using an informal “purple dot”
system to denote which of the patients were not
to be resuscitated in the event of a cardiac arrest.
Nurses recorded DNR orders for hospital staff by
affixing purple decals, available in the hospital gift
shop, to their index cards. The nursing cards in-
cluding the purple decals were destroyed after
the patients died. The system insured both secrecy,
since neither the patients nor their families were
aware of the DNR decision, and lack of accounta-
bility for the decision (76).

In recent years, nurses have become increas-
ingly concerned about their own legal responsi-
bility and liability, and nurses may be particularly
afraid of legal repercussions in decisions about
resuscitation when all parties to the decision do
not agree. Nurses are often first to respond to a
cardiac arrest. If a DNR order has been written
without the knowledge of or against the wishes
of the patient or family, the nurse may bear
responsibility for withholding CPR. Conversely,
if a nurse knows the patient does not want resus-
citation but the physician has not written a DNR

order, the nurse could still be in legal jeopardy
for initiating resuscitation. An even more diffi-
cult situation occurs when the physician gives an
oral order not to resuscitate the patient, but does
not write a formal order in the chart. Nurses who
follow such oral orders have no documentation
that the physician told them not to resuscitate and
hence they risk legal liability. For these reasons,
many nurses favor the establishment of explicit
institutional policies for decisions about resusci-
tation (43,44).

Resuscitation of Patients With DNR
Orders by Emergency Medical
Services

The use of CPR by ambulance and other emer-
gency medical personnel for nursing home and
hospice patients who have DNR orders is an is-
sue of growing concern. Emergency medical per-
sonnel are usually unfamiliar with a particular
patient’s medical background and treatment plan
and usually have standing orders to resuscitate
all patients in cardiac arrest (58).

In order to avoid resuscitation of patients with
DNR orders, many hospices now instruct their
clients not to activate the emergency medical serv-
ices system (i.e., call an ambulance) for an appar-
ently terminal event. This approach denies pa-
tients relief from severe, potentially reversible
symptoms, however, and denies families assistance
with difficult events (35).

One county in Minnesota has developed a pol-
icy allowing paramedics and emergency physi-
cians to honor orders in nursing home records
not to resuscitate or intubate residents (58). The
patient’s physician is required to document the
directive in the medical record and to update it
periodically. The patient with a DNR or DNI or-
der remains eligible for hospitalization and other
emergency care.

DNR Orders and Other Life-
Sustaining Treatments

Many experts agree that a DNR order should
not imply that other treatments will be withheld
or withdrawn, and they point out that patients
with DNR orders may still be appropriate candi-
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dates for mechanical ventilation, dialysis, and even
surgery and chemotherapy (24,40,59,64,69,91).
Research and anecdotal evidence suggest, how-
ever, that such treatments are frequently with-
held or withdrawn from patients with DNR orders.

The type of care provided to patients with DNR
orders varies in different hospitals. A study in one
ICU found that treatments such as blood transfu-
sions, dialysis, and mechanical ventilation were
withheld from 68 percent of patients with DNR
orders and withdrawn from 40 percent of patients
with DNR orders (92). A study in another ICU
found, however, that life-sustaining treatments
were not routinely withheld or withdrawn after
a DNR order was written. Ninety-eight percent
of patients receiving mechanical ventilation prior
to the DNR order continued to receive it after-
wards. Likewise, vasoactive drugs and intravenous
antibiotics were withheld from less than 25 per-
cent of patients after a DNR order was written (91).

Another study that was not restricted to ICU
patients found that life-sustaining treatments were
withheld or withdrawn from 28 percent of pa-
tients after DNR orders were written. Within this
group, mechanical ventilation was withdrawn
from all the patients who had been receiving it
before the DNR order was written; dialysis was
withdrawn from 40 percent of patients who had
been receiving it and withheld from 60 percent
of patients for whom it would otherwise have been
provided; and intravenous fluids and antibiotics
were withheld or withdrawn from about half of
the patients. These changes in level of care were
discussed with the family in 71 percent of the
cases, the patient in 8 percent of the cases, and
neither in 21 percent (7).

Finally, a study of patients in a community hos-
pital (49) found that resource use, as measured
by hospital charges, was reduced significantly af-
ter DNR orders were written. On average, charges
for patients with DNR orders dropped $97 on the
day after the DNR order was written. On subse-
guent days, hospital charges were, on average,
$100 less per day for patients with DNR orders
than for patients without DNR orders—a differ-
ence of 40 percent of median daily charges (ex-
cluding room rate) for all patients. The level of
care provided for patients with DNR orders var-
ied widely however:

Six percent received no medical care after DNR
orders, that is, they died immediately after DNR
designation, Twenty-five percent received hospice-
type care, including pain control, counseling from
the hospital’s Human Support Team, and/or psy-
chosocial support from the nursing staff. Moder-
ate levels of care were given to 27 percent of the
patients; this type of care included the adminis-
tration of antibiotics for sepsis, fever, or pneumo-
nia and medication for a chronic condition. High
levels of care characterized the treatment given
to 29 percent of patients; patients with multiple
medical problems receiving numerous medica-
tions were likely to fall into this group. Finally,
12 percent of patients received maximal levels of
therapy after DNR designation, including renal di-
alysis, ventilator assistance, hyperalimentation,
major surgical procedures, and/or invasive cardiac
monitoring (49).

There was no relationship between patient age
and the type of care provided after the DNR des-
ignation (49).

Although the kinds of treatment provided fol-
lowing DNR designation vary greatly among pa-
tients, several studies indicate that the kinds of
care to be provided or withheld are not usually
documented by the physician in the patient’s med-
ical record. As a result, nurses and others who
are caring for such patients may be confused
about what treatments are to be provided (7,
25,49).

In addition, anecdotal evidence suggests that
Medicare payment for hospitalization and some
medical treatments is sometimes denied for pa-
tients with DNR orders. The Association of Com-
munity Cancer Centers is currently surveying its
member institutions concerning any experience
with Medicare payment denials for terminal pa-
tients, particularly those with DNR orders (77)

Finally, although most experts agree that other
life-sustaining treatments should not be automat-
ically withheld or withdrawn when a DNR order
is written, some have questioned the meaning of
a DNR order when other aggressive life-sustaining
treatments are continued (49,91). In this context,
it is interesting to note that data from three studies
show that many hospital patients with DNR orders
(27, 39, and 51 percent, respectively) left the hos-
pital alive (7,49,73).
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RESUSCITATION POLICIES IN HOSPITALS AND

OTHER

With varied and often conflicting attitudes about
the role and responsibilities of the patient’s phy-
sician, staff physicians, nurses, patients, and fam-
ilies, and, overall, about the goal of treatment it-
self, there has developed a need for mechanisms
by which decisions about resuscitation can be
made. In response to this need, some hospitals,
nursing homes, and hospices have developed in-
stitutional guidelines and policies governing de-
cisions about resuscitation. One hospital’s guide-
lines for decisions about resuscitation are shown
in figure 5-5.

One survey of hospitals in five Midwestern
States found that over 60 percent either had or
were in the process of developing a formal resus-
citation policy. Two variables—institutional size
and the presence of an ethics committee—were
associated with the presence of resuscitation pol-
icies in the responding hospitals (61).

A 1986 survey conducted by the Joint Commis-
sion on Accreditation of Hospitals (JCAH) found
that 57 percent of hospitals, 20 percent of nurs-
ing homes, and 43 percent of hospices respond-
ing to the survey had formal resuscitatation policies
(39). Larger institutions, institutions accredited by
JCAH, and institutions with an ethics committee
were more likely than other institutions to have
a formal resuscitation policy. One resuscition pol-
icy identified in the survey was instituted in 1969,
but the great majority had been put into effect
since 1983 (53).

Hospital, nursing home, and hospice resuscita-
tion policies have become more sophisticated and
systematic in the past few years. Terms such as
“competent patient,* “incompetent patient,” and
“guardian” are defined. The responsibilities of the
patient, family members, physicians, nurses, and
other medical personnel are clearly delineated.
Even the meaning of resuscitation itself has been
more specifically defined (14).

Many institutional resuscitation policies include
statements about the following:

. resuscitation as a standing order, to be initi-

ated unless there is a physician’s order to the
contrary;

INSTITUTIONS

* who may write DNR orders;

* the medical conditions that justify a DNR
order;

* procedures for determining the patient’s deci-
sionmaking capacity;

+ procedures for ascertaining the patient’s
wishes;

* the role of the family, close associates, and
other persons in the decisionmaking process;

* the scope of the DNR order (e.g., a DNR or-
der does not limit other forms of medical in-
tervention);

* documentation of the DNR order in the pa-
tient’s record;

* discussion of the DNR order with involved
staff; and

* procedures for periodic review (e.g., subject
to daily review, maybe revoked at any time)
(14,53).

Beyond the common elements listed above, exist-
ing resuscitation policies show considerable diver-
sity, reflecting the characteristics of different in-
stitutions.

According to the JCAH survey, the most com-
mon problems encountered by institutions in im-
plementing resuscitation policies were conflicts
between physicians and nurses about DNR orders
and the need for continuing education of staff
about the policy (53). A third problem reported
by the institutions was the difficulty of defining
the relationship between DNR orders and other
treatments. This problem has been identified by
many observers (25,33)60) (see also previous sec-
tion on “DNR Oders and Other Life-Sustaining
Treatments”). Although some facilities have de-
veloped policies to define what treatments should
be provided for patients with DNR orders, most
have not. The JCAH survey found that among in-
stitutions with formal resuscitation policies, only
17 percent of hospitals, 7 percent of nursing
homes, and 12 percent of hospices had policies
addressing the withholding or withdrawing of
other treatments (53).

In general, national medical, hospital, nursing
home, and hospice associations have not devel-
oped specific guidelines for institutional resusci-
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tation policies. Some have issued general state-
ments on the use of CPR, however. The following
statement by the 1973 National Conference on
Standards for Cardiopulmonary Resuscitation and
Emergency Cardiac Care is an example.

The purpose of cardiopulmonary resuscitation
is the prevention of sudden, unexpected death.

SOURCE: Beth Israel Hospital, Boston, MA, Jan. 1, 1984.

Cardiopulmonary resuscitation is not indicated in
certain situations, such as in cases of terminal,
irreversible illness where death is not unexpected
or where prolonged cardiac arrest dictates the
futility of resuscitation efforts. Resuscitation in
these circumstances may represent a positive vio-
lation of an individual’s right to die with dignity
(62).

Figure 5-5.—Resuscitation Policy Adopted by One Hospital

.
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In addition, many national associations support
their member institutions by providing informa-
tion or facilitating communication among institu-
tions about resuscitation policies.

The VA has developed standards to guide VA
facilities in formulating resuscitation policies tai-
lored to the population they serve. The standards
acknowledge that:

... there will be those cases where, in the exer-

cise of sound medical judgment, a licensed physi-
cian who knows the patient may appropriately

give an instruction not to institute resuscitation

at the bedside of a patient who has just experi-

enced an arrest” (83).

The most recent VA statement recognizes the var-
iation among States in statutory and case law rele-
vant to decisions about life-sustaining treatment
and requires VA facilities to develop resuscitation
policies that are consistent with both existing State
law and applicable VA standards (84).

In 1983, the President’s Commission for the
Study of Ethical Problems in Medicine and Bio-

medical and Behavioral Research recommended
that “in order to be accredited, hospitals should
be required to have a general policy regarding
resuscitation” (69). In response to this recommen-
dation and widespread agreement about the need
for such policies, JCAH has developed a new stand-
ard for accreditation of hospitals and nursing
homes that will require each institution to have
a policy for decisions about resuscitation. The new
JCAH standard will be implemented in 1988 (67).

The proposed JCAH standard does not require
hospitals and nursing homes to address the rela-
tionship between DNR orders and other life-sus-
taining treatments that might be provided for the
patient. Such a requirement could be a logical next
step. In the meantime, national hospital and nurs-
ing home associations might encourage their mem-
ber facilities to adopt institutional policies that re-
quire explicit consideration and documentation
of what other treatments are to be provided or
withheld once a DNR order has been written.

FINDINGS AND IMPLICATIONS

CPR involves various procedures that can be
classified as either basic or advanced cardiac life
support. The basic procedures, external cardiac
massage and mouth-to-mouth ventilation, can be
administered anywhere, by any person trained
in the techniques. The more advanced procedures
must be performed by trained health professionals,
usually in a hospital where the equipment is read-
ily available.

Since its development in 1960, the tremendous
life-saving potential of this technology has become
widely recognized, for at some point in the dying
process of every person, the heart stops beating
and resuscitation can be applied. Indeed, resusci-
tation is used for thousands of people each year,
the majority of whom are elderly.

Specific data for utilization or cost of resuscita-
tion are not available. Rough estimates indicate
that 204,000 to 413,000 elderly persons may re-
ceive CPR in hospitals annually, and an additional
but unknown number receive CPR in the com-

munity. Research is needed to develop accurate
utilization and cost figures.

In contrast, the outcomes of resuscitation have
been extensively studied. On average, one-third
to one-half of resuscitation attempts in hospitals
are initially successful. Among those patients who
are successfully resuscitated in the hospital, one-
third to one-half (about 10 to 25 percent of all those
who receive CPR) initially recover enough to be
discharged from the hospital.

Various complications and injuries may accom-
pany resuscitation. The most common complica-
tions are injuries such as rib fractures, collapsed
lungs, and ruptured stomachs. Some survivors suf-
fer permanent brain damage or need mechanical
ventilation, dialysis, and/or invasive hemodynamic
monitoring.

Factors that influence resuscitation outcomes
include the patient’s underlying physical condi-
tion, the nature of the cardiac arrest, the elapsed
time between cardiac arrest and initiation of resus-
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citative efforts, and duration of the resuscitation
attempt. The patient’s age alone is not a good
predictor of resuscitation outcomes.

Several age-related conditions, such as osteopo-
rosis, cataracts, arthritis, and altered metabolism,
however, may increase risk of complications. Avail-
able evidence indicates that resuscitation is not
performed differently with elderly patients than
with younger ones. More research is needed to
assess any added risks associated with age.

More is known about how decisions about resus-
citation are made than about how decisions about
other life-sustaining technologies are made. Al-
though resuscitation decisions vary from individ-
ual to individual, factors that are frequently in-
volved include the clinical indicators of the chance
of success, as well as the patient’s mental status.
The patient’s age is sometimes a factor in deci-
sions about resuscitation, although age alone is
not a good predictor of outcome.

It is now widely accepted that resuscitation is
not appropriate for every patient. When cardiac
arrest occurs unexpectedly and/or there has been
no advance deliberation of the appropriateness
of resuscitation, CPR is almost always attempted
because the alternative for the patient is death.
For patients in hospital and other settings, deci-
sions about whether to initiate CPR are sometimes
considered in advance of a patient’s cardiac ar-

rest. Although the bias towards attempting resus-
citation is very strong, there is increasing use in
these institutions of DNR orders-directives to
withhold CPR.

Problems with DNR orders include lack of pa-
tient and family involvement in decisions about
their use, lack of documentation of the orders,
and disagreements among physicians, nurses, and
family members about whether a particular pa-
tient should have a DNR order. In order to ad-
dress these problems, some hospitals, nursing
homes, and hospices have developed formal resus-
citation policies, but many have not.

JCAH has recently issued new standards that
require hospitals and nursing homes to develop
resuscitation policies in order to be accredited.
Such policies will help resolve some of the prob-
lems in existing decisionmaking procedures and
may provide some legal protection for physicians,
nurses, and others who adhere to them. At the
least, such policies will clarify for health care
professionals, patients, and families how decisions
about whether to provide CPR will be made in
each facility. National hospital, nursing home, and
hospice associations and physicians’ and nurses’
associations have a role in providing expert ad-
vice and consultation to facilities and individual
professionals involved in the development of in-
stitutional resuscitation policies.
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Chapter 6

Mechanical Ventilation

INTRODUCTION

Mechanical ventilation is one of the major life-
support systems of the 1980s. For patients suffer-
ing severe impairment or even complete failure
of respiratory function, the ventilator (or “respi-
rator,” as the device is better known) is literally
the link between life and death. Its capacity to
take over the vital role of the respiratory muscles,
inducing rhythmic inflation and emptying of the
lungs, is beyond debate. Experience with this
technology provides clear evidence that, for a sub-
stantial and diagnostically diverse patient popu-
lation, mechanical ventilation can effectively assist
or replace normal spontaneous breathing. Its
wide availability and usually safe application have
enabled thousands of patients of all ages to sur-
vive life-threatening pulmonary, neuromuscular,
and necrologic disorders, as well as high-risk sur-
gical procedures.

But, like the other life-sustaining technologies
considered in this report, mechanical ventilation
is a mixed blessing. Its technical virtuosity and
potential good are not always good enough. The
ventilator has attained notoriety as the focus of
ethical and legal dilemmas. For severely ill patients
and their families, as well as many health profes-
sionals, decisions about the use of this technolo-
gy are the source of considerable anguish. while
offering hope of prolonged life, mechanical ven-
tilation has drastic implications for the quality of
that life. Furthermore, the costs associated with
this technology are enormous, and the Federal
Government bears a large proportion of these
costs. Thus, in assessing this technology, the ap-
propriate emphasis is not: does it work? but
rather, under what circumstances is its use ap-
propriate?

In the care of many acutely ill patients, mechan-
ical ventilation lasting only hours or a few days
is sufficient. For patients with reversible disease
or injury to the chest wall and for some surgical
patients, artificial ventilation can buy the time
needed for definitive therapeutic interventions to
take effect or for spontaneous improvement to

occur. In a short time, the ventilator can be re-
moved and normal breathing resumes. Unfortu-
nately, however, mechanical ventilation has never
been shown to improve the underlying pathol-
ogy of any disease (9). Thus, acutely ill patients
whose underlying disease is chronic or irrever-
sible can become, sometimes unexpectedly, chron-
ically ventilator dependent. Their continuing need
for mechanical ventilation may be total, i.e., 24-
hours a day, or it may be limited, i.e., only dur-
ing sleep or intermittently through the day.

For patients with chronic, irreversible, or de-
generative diseases or paralysis affecting respi-
ration, mechanical ventilation represents a last re-
sort, a sign that preventive measures or cures
were ineffective or unavailable. At the same time,
for such patients, this technology offers a realis-
tic possibility for prolonged life. Thousands of pa-
tients, or others acting on their behalf, have cho-
sen ventilator dependence as the best alternative
and, with it, many have managed to develop and
maintain successful family relationships and even
careers.

Ventilator patients who are successfully “weaned
as well as chronically ventilator-dependent per-
sons who remain functionally able represent im-
portant technological successes. Unfortunately,
however, not all individuals fall into these catego-
ries. Mortality among patients receiving mechan-
ical ventilation is very high. Most reports have
found survival of the initial hospital episode to
be under 55 percent (27)75,87,98,128)129); and
mortality is usually highest for elderly patients
(75,83,85,87,88,95,129).

Furthermore, among those patients who be-
come permanently ventilator dependent are some
whose physical and/Zor mental functioning is se-
verely and irreversibly impaired. Although pa-
tients who cannot be weaned are thought to rep-

‘Weaning is the step-by-step removal, over a period of days,
weeks, or months, of ventilator equipment that the patient is de-
pendent on, with restoration of adequate spontaneous respiration,
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cus has shifted from the operating room, to long-
term care, to intensive care, and, lately, back to
long-term care, including home care.

Perhaps the most significant development has
been the considerable expansion of the potential
patient population (106). Prolonged mechanical
ventilation first became a reality in the midst of
the worldwide epidemics of poliomyelitis during
the first half of this century. In Europe and the
United States, thousands of polio victims who
suffered respiratory paralysis were sustained for
months or years with “iron lungs” and other early
types of ventilators. Individuals who were part
of this cohort of patients are distinguished from
their successors by their relative good health and
their youth at the time mechanical ventilation was
instituted. These individuals and events stimulated
by their plight, including the virtual eradication
of polio in developed countries, continue to stand
out as historical examples of medical technology
at its best.

Now, however, recipients of mechanical venti-
lation include patients in their eighties or nine-
ties with multiple life-threatening conditions;

patients whose presumed temporary loss of spon-
taneous breathing proves to be permanent; pa-
tients for whom it is known in advance that spon-
taneous breathing will never be restored; and
patients who are demented, unconscious, or even
brain dead. These patients are the source of new
ethical and legal issues, intensified economic
strains, and heightened public interest.

This chapter examines a variety of issues per-
taining to decisions about the use of mechanical
ventilation. Because the issues are exaggerated
with longer use, the chapter generally focuses on
acute ventilation that becomes prolonged or
chronic. Definition of this concept is, however,
problematic. Some authors regard ventilation last-
ing 48 hours as “prolonged” (e.g., 27,98), while
others define prolonged ventilation as that which
continues for 1, 3, or even 6 months. According
to some authorities, patients who require mechan-
ical ventilation for as long as 2 weeks are essen-
tially the same patients who require it for a month
or longer (21). In general, the discussion that fol-
lows refers to individuals who have become ven-
tilator dependent and who are unlikely to regain
spontaneous respiratory function.

DESCRIPTION OF MECHANICAL VENTILATION

Respiratory Failure: The Need for
Mechanical Ventilation

Respiratory failure is a life-threatening condi-
tion in which the respiratory apparatus is unable
to provide adequate oxygenation (delivery of oxy-
gen to the blood) and/or ventilation [removal of
carbon dioxide from the blood). It is an unstable
condition, and if untreated, further deterioration
and eventual respiratory arrest (i.e., the complete
cessation of effective breathing) are more likely
than improvement (111). Respiratory failure and
arrest can occur in individuals of any age. As a
group, however, elderly people are at greater risk
because of normal age-related declines in pul-
monary function, as well as the higher prevalence
of diseases associated with respiratory problems
and higher prevalence of comorbidities in general.

Clinical evidence shows that, “with a normal
aging process, the bronchopulmonary system
should be adequate for about 90 years of contin-

uous functioning” (78). After age 25, however,
healthy individuals experience a gradual decline
in pulmonary function (72). Normal changes in
pulmonary function are due to aging per se; to
the cumulative effect of exposure to environ-
mental pollutants; to residual effects of disease
and allergies; and to reduced levels of physical
activity. Changes may occur in lung volume and
in all aspects of respiratory function. Probably
the single most significant risk factor affecting
healthy individuals is cigarette smoking (121).

Severely impaired respiratory function and
eventual respiratory failure may result from air-
way obstruction, inadequacy of the ventilator
muscles, lung disease, or chest injury, as well as
from a variety of cardiac, neurological, and neu-
romuscular disorders. The most common causes—
asthma and COPD—are primarily diseases of older
people (see box 6-A). In addition, other conditions
associated with the risk of respiratory failure, in-
cluding pneumonia, sepsis, and pulmonary edema,
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are more likely to result in respiratory failure
when the victim is elderly (111). Diagnoses asso-
ciated with respiratory failure and subsequent me-
chanical ventilation in adults are listed in table

6-1.

Changes in pulmonary function associated with
normal aging and changes due to disease are in-
terrelated and difficult to distinguish. The con-
founding of normal and abnormal processes can
lead to generalizations about elderly patients and
to assumptions about reserve capacity that are
incorrect in individual cases.

Table 6-1.— Diagnoses Associated With Risk of
Respiratory Failure and Subsequent
Mechanical Ventilation in Adults’

Pulmonary diseases
Chronic obstructive pulmonary disease (COPD)
Asthma
Bronchitis
Emphysema
Chronic restrictive lung disease
Adult respiratory distress syndrome
Interstitial lung disease
Acute bronchial asthma
Pneumonia
Pulmonary edema
Pulmonary embolism
Tuberculosis
Lung cancer

Neuromuscular disorders
Amyotrophic lateral sclerosis (ALS)
Diaphragmatic paralysis
Guillain-Barre syndrome
Myasthenia gravis
Kyphoscoiiosis and senile kyphosis
Multiple sclerosis
Muscular dystrophy
Poliomyelitis
Tetanus

Neurological disorders
Cerebrovascular accident (stroke)
Brain trauma
Status epileptics
Drug overdose, poisoning
Coma resulting from metabolic disorders

Cardiac disorders
Cardiogenic shock
Cardiac arrest
Congestive heart failure
Severe dysrhythmias

Major surgery (with general anesthesia)

injury, trauma
Chest injuries, including trauma during cardiopulmonary
resuscitation (CPR)
Spinal cord injuries
Hypothermia
Burns, smoke inhalation

Other
Metastatic cancer
Aspiration
8piseases assoclated with short- as well as long-term Ventilation are Included
because of the potential for the former to evolve into the latter.
SOURCE: Office of Technology Assessment, 1987.
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The Ventilator Apparatus

The mechanical ventilators in use today range
from the relatively simple and relatively inexpen-
sive variations of machines developed in the 1920s
to the highly complex and expensive state-of-the-
art ventilators found in intensive care units (ICUs).
The pressure gradient necessary to deliver air or
a mixture of air and other gases (especially oxy-
gen) to a patient maybe produced either by neg-
ative pressure (i.e., below-atmospheric pressure)
applied to the chest wall or by positive pressure
(i.e., above-atmospheric pressure) applied to the
airway. Frequently, ventilators are classified along
this dimension.

Negative Pressure Ventilators

The first ventilators to receive wide use for pa-
tients requiring long-term ventilator support

Photo credit” Courtesy of Yearbook Medical Publishers
Reprinted by permission, 1981

This patient breathes with the aid of a cuirass, the most
widely used negative pressure ventilator today.

were negative pressure devices introduced dur-
ing the epidemics of paralytic poliomyelitis from
1910 to the mid-1950s. Exemplified by the iron
lung, these devices were, for the most part, cham-
bers or cabinets in which the patient was placed,
from neck to toes, and enabled to breathe by the
force of alternating negative and positive pres-
sure. A major problem with these ‘(tank™ or “body
respirators” is that they render the patient inac-
cessible for medical and nursing care. Another
major problem, recognized only after the tech-
nology improved, is that the ventilation provided
by negative pressure devices is inadequate for
many patients. A 1978 report estimated that only
350 tank respirators remained in use in the United
States (126).

Modern negative pressure ventilators reduce
the problem of access to the patient posed by the
iron lung and are also more portable. The most
widely used negative pressure ventilator today
is the cuirass (120). This consists of a metal or plas-
tic shell, resembling a shield, that covers the chest
and/or abdomen, and that is connected by a flexi-
ble hose to a vacuum pump. Negative pressure
is intermittently cycled in the space between the
shell and the patient’s body, causing passive ex-
cursion of the diaphragm and expansion of the
lower rib cage.

Other negative pressure devices in use today
include the Pulmowrap (“poncho”), the pneu-
mobelt, and the rocking bed, The Pulmowrap is
a cloth or plastic wrap that operates by the same
principal as the cuirass, cycling negative pressure
in the space created around the body. The pneu-
mobelt is another wearable device that ventilates
mainly the lower lobes of the lungs by its alter-
nate inflation and deflation. The motion of the
rocking bed causes passive excursion of the di-
aphragm and regulates both the volume of the
breath and the breathing rate.

Negative pressure ventilators are used primar-
ily in long-term care institutions and home care
for medically stable patients who require ventila-
tor assistance less than 24 hours per day. Most
of these patients have chronic respiratory insuffi-
ciency due to neuromuscular disorders, polio, or
spinal cord injuries. Negative pressure devices are
rarely used in acute care hospitals, but the com-
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