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ROUNDING WITH THE EDITOR

Systems Complexity and the Modern Hospital

Dear Reader,

Welcome to volume 5, number 3 of the Journal
of Hospital Ethics (JOHE), the systems issue. No
matter how much we would like to simplify our
lives, it seems that the systems within which we
have to live and work become ever more compli-
cated. Nowhere is that more accurate than in the
modern hospital. My husband, whose career was
in the intelligence world, working with science
and computer issues around the globe, always said
that he thought hospitals were the most complex
organizations: too many uncontrollable variables.

For those who prefer the worlds of research
and scholarship, this fact of uncontrollable
variables presents one with an indecipherable
mess. Having come from the National Institutes
of Health, where one of the hallmarks of clinical
research is the effort to strip one’s subjects of every
extraneous variable possible, when I arrived at the
Lynch Center 20 years ago, I fell in love with the
messiness of clinical medicine.

For those of us who have worked in hospitals
for most of our careers, this fact of uncontrollable
variables and the ever-increasing systems com-
plexity designed to tame them is just the every-
day phenomena of the modern hospital. But only
with the publication of the Institute of Medicine’s
(IOM) report, Crossing the Quality Chasm, did the
importance of systems come into focus. Prior to
this report, the primacy of the patient/physician
relationship was so strong that the systems that
have grown to support the healing properties of
this relationship were still in the background. No
more.
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Crossing the Quality Chasm, published on the
heels of the eye-popping and terrifying IOM report
To Err Is Human (TEH, henceforth),? plunked sys-
tems onto center stage. After the jolt felt around
the world, produced by TEH’s finding that there
were approximately 98,000 preventable patient
deaths a year in U.S. hospitals, more than those
produced by motor vehicle crashes, did the inter-
national medical community start taking systems
seriously. Reviewing progress on patient safety in
2016, 15 years after TEH, Provonost and colleagues
found that some things have improved.® They
still lamented, however, that “Progress towards
reducing these harms has proven difficult because
healthcare lacks robust mechanisms to routinely
measure the problem and estimates of the magni-
tude vary widely. It is hard to gauge safety when
healthcare uses multiple different measures for
the same harm and provides limited investment
in measurement, implementation and applied sci-
ences.”* The authors did identify, however, one
success story: central-line-associated blood stream
infections (CLABSIs). The 2016 article reviewed
infection rates before and after TEH, and offered
five insights into why the successes have occurred.
These five are:

1. Creating a national valid and reliable measure
for CLABSI and implementing a mechanism
for broadly collecting and reporting these data.

2. The creation and wide adoption of evidence-
based care practices.

3. Investment in advanced implementation sci-
ence, with the establishment of a nationally
enabling structure, to reduce CLABSIs.

4. Creation of local ownership and peer learning
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communities. As the article explains, “clini-
cians led the work to reduce CLABSI and
created clinical communities in which peer
hospitals learned from each other.”®

5. Lastly, policy makers, clinicians, and research-
ers aligned and synergized efforts around a
common goal and measures.

Today, CLABSI infection deaths have been
reduced by 80 percent.

Crossing the Quality Chasm took an even
broader view. It took as its task an overview of the
U.S. healthcare system writ large. The committee
producing this report examined how improve-
ments in patient care needed to be realigned;
making clear that individual effort alone would
not be enough. The executive summary states,
“The committee is confident that Americans can
have a health care system of the quality they need,

This matter has not gone without some schol-
arly bioethics attention. One of the best empirical
research ethics studies on a related issue, by Danis
and colleagues, explored public attitudes about
discussing costs within the clinical encounter.®
These researchers found that some persons would
be willing to discuss costs with their physicians.
An important precursor was Cassel and Brennan'’s
social justice paper about medical costs and how
they were becoming disproportionate.® They refer
us back to the problem of the commons, and warn
that our medical costs are consuming our resources
for other important social needs. Included in this
issue, Saba Fatima makes explicit and compel-
ling arguments addressing precisely how hospital
billing systems can have harmful influences on
patients’ well-being.

Also in this issue, Geert Craenen and Peter
Koch address another aspect of systems practice

“The current care systems cannot do the job.
Trying harder will not work.
Changing systems of care will.”

want, and deserve.”® But, the committee went on to
warn, “The current care systems cannot do the job.
Trying harder will not work. Changing systems of
care will.”” That is what this issue is about: systems
of care.

The first path towards changing systems of care
is to see how seemingly different systems within
the hospital are still able to connect. One of the
worst problems in hospital systems management
is the silo problem. That is, persons in their own
departments become completely blind to how
they connect to other systems in the hospital and
how their own functions can impinge on patients’
well-being.

One of these areas is medical billing. It is the
rare clinician who gives much thought to billing.
Some clinical ethicists teach clinicians not to think
about costs, but rather to only think about what is
the best treatment for their patients. Others encour-
age physicians to take into account a patient’s abil-
ity to pay for expensive discharge drug regimens.
Regardless, billing is not ordinarily thought of as
a bedside issue.
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in a hospital, setting these systems into the context
of moral courage. The article tells the story of how
a physician in the intensive care unit acted with
moral courage to meet his obligation to act in the
best interest of his patient, even though that meant
acting counter to the preset systems the hospital
had put in place to provide medically and ethically
sound end-of-life care.

This article epitomizes the moral courage ex-
hibited by the physician for whom our Center for
Ethics isnamed. As some of you may know, in Jack
Lynch’s name, we have created an organizational
ethics yearly program that recognizes persons in
the hospital who have acted with moral courage,
to the extent that others recall the action and
submit it for consideration to a panel of review-
ers, independent of the Center for Ethics. Chosen
associates are awarded at a ceremony at which the
president of the hospital and Dr. Lynch’s widow
still speak. This is an important way to broadcast
to the hospital that acting with the kind of moral
courage shown by the physician in Craenen and
Koch’s paper is something the institution values.
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The point here is that sometimes the systems
we set up are the wrong systems. And perhaps it
takes moral courage to take on systems that appear
to be created to produce improvements but don’t.
This point leads me back to the article by Prono-
vost and colleagues. One of the insights that led
to an actual improvement in patients’ outcomes
is that there was a national coming together to
develop consistent goals with virtually universal
acceptance for measurement of CLABSI infections.
This agreement was absolutely necessary to assure
that the rates could be tracked consistently. Right
now, we have that problem in our own bioethics
community. The systems that are being put in place
to evaluate clinical ethicists’ performance are the
wrong systems. They confuse paper for patients.
The elegance of chart notes has little to do with
the actual effectiveness of a clinical consultation.
The outcome measure is simply not the one that
is needed. Nor is the goal appropriately shaped.
Rather than evaluating clinical ethics consulta-
tion on whether one reads books that some like,
or produces the kind of chart notes that some
have spent their careers creating (as important as
these things may be), the goal has to be improved
patients’ outcomes and the measurement of that
has to be quality metrics that are established to
evaluate the improvement of those outcomes

Our community needs to remember the won-
derful body of work that has made George Agich
one of the most important pioneers of our clinical
specialty.’ Even before there were the kind of
quality metrics we now have in hospitals, George’s
message (I do hope I've interpreted his works and
our conversations correctly) was that the value of
the clinical ethicist is measured by the degree to
which the clinical ethicist is seen in the hospital
as a wise counselor. And the only measure of what
it means to be a wise counselor by clinicians is to
provide guidance that physicians can practically
use to improve the outcomes of their patients.

Today, we are finally beginning to figure out
how to qualitatively measure the advice of the
clinical ethicist. Our hospital is a participating site
in the national mortality study being conducted
by the Mayo Clinic. For the first time, this study
begins to identify, count, and evaluate the total
number of hospital deaths occurring in participat-
ing institutions.

That hospitals didn’t already do this might be
surprising. Fortunately for the Center for Ethics,
Cynthia Coleman has joined us. Cynthia comes
from a background in hospital quality. She was
immediately invited to serve on the committee
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that does this research. Last month, Matt Sch-
reiber (physician lead for the research committee
and vice chair of the hospital’s ethics committee),
added ethics consultation to the criteria to be
evaluated in every hospital death. So for those
deaths for which there was an ethics consult,
that consult will be pulled apart in every way,
not only related to the chart note, but to include
interviews of those who conducted, were involved
in, and received the consult. These efforts will be
made to attempt to ascertain if and how the ethics
consultation might have contributed positively or
negatively to the deceased patient’s care. From this,
we expect to begin to truly create quality metrics
for clinical ethics consultation.

Finally, in this issue is a piece I wrote with Ja-
mie Watson. And because I only contributed mere
morsels to something primarily written by him, I
feel at least somewhat at leave to comment on it.
In the article, we identify a previously invisible
population that we call “decisionally isolated”
patients. We thank Laura Guidry-Grimes for this
conceptual terminology. The systems inside a hos-
pital that are developed and in place for patient
care are many, yet systems outside the hospital that
patients also need barely exist. These systems, and/
or nonsystems, interact in ways that often result
in what I would consider substandard care. It is
only because our president, Gregory Argyros, when
acting as our chief medical officer, charged us with
improving the care of our unbefriended patients,
that in the course of attempting to do so, Jamie
and I found we had mutual interests, most notably
during our cofacilitation of a group focused on this
population at the Cleveland Clinic’s newly created
Un-Conference. The goal of the Un-Conference, set
up as a working meeting for those active in clinical
ethics consultation, was to surface mutual prob-
lems with the hope of arriving at mutual solutions.
It’s a brilliant clinical and organizational ethics
idea, and a meeting that will be continued with
real expectations for innovative problem solving.

We hope that identifying this distinct popula-
tion will be helpful to these patients and encour-
age research and scholarly interest. There are so
many vulnerable patients in today’s hospitals, it
is as important as ever that institutions become
consistent in their own mission and culture, and
develop their own quality improvement projects
that provide these special populations with the
support they need. We hope, also, that our nascent
work sparks others to look at the systems, both
within the hospital and outside, and start working
on the gaps in both places.
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As always, we have provided cases we think
are relevant to the considerations and concerns
raised in the articles or by the topic of systems,
more generally. And, as always, we would love to
hear from you.

Sincerely,

Jn_

Evan G. DeRenzo, PhD
Editor-in-Chief
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INTRODUCTION TO THE TRANSLATION

The following study and qualitative analysis were
first published in Argentina by the Sociedad Argentina
de Pediatria in 2016. An English translation appears here
for the first time. Although the descriptive study itself
remains intact, this newly composed general introduction
by the authoring research team (in collaboration with
the editorial group of the John J. Lynch, MD Center for
Ethics) has been included to provide additional context.

In Argentina, the penal system, although dog-
matically subject to the principles of ultima ratio and
minimum intervention, is often seen as the first and
most forceful option against behaviors found outside
the defining margins of criminal law. Although contro-
versial, many such behaviors are often seen as more as
exercises of individual freedom and personal realization
than violations of the law. Nevertheless, the appeal to
criminal law tends to be seen not only via judicial op-
erators, but also in the general population, who, in the
face of controversial behavior, usually resort to criminal
interpretation rather than attempting to resolve conflicts
through less intrusive and often more effective means.

Decisions at the end of life pose a serious challenge
to criminal law, which supposes the exercise of punitive
power by the state in defense of legal rights whose viola-
tion is of such magnitude that only a criminal sanction
can appropriately address it. Such challenges also exist

VOLUME 5 NUMBER 3 WINTER 2019

in light of civil law in considering the autonomy of a
patient who is a minor, and the role of parents and/
or legal representatives in decision making. Decisions
made in relation to the withdrawal or withholding of
life-sustaining treatment (WLST) in pediatrics can be
some of the most controversial and morally challenging.
These challenges are compounded by fears related to the
status of decisions that are considered to be ethically
optimal, even though legally questionable.

From a bioethical point of view, it is commonly
understood that not everything that is technologically
possible is ethically reasonable or legally binding. In
turn, therapeutic obstinacy is often considered highly
damaging and can also violate the principles of autonomy
and nonmaleficence. However, current law (and criminal
law, specifically) does not clearly embrace therapeutic
obstinacy as an offence or a violation of autonomy and
integrity. Many behaviors that in daily practice may result
in what might be considered therapeutic harassment, and
therefore tend to be avoided or limited, could also be
judged by the layperson as directed to produce the death
of the patient. The criminal threat appears on the medical
horizon as a warning signal: it inhibits and paralyzes,
preventing the clinical professional from performing the
therapeutic behaviors called upon by his or her training
due to fear of the consequences of an action that has
unclear legal status. The lex artis that regulates good

Journal of Hospital Ethics
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medical practice is inextricably linked to advances in
medical science, the appropriate application of which
depends on the medical circumstances of each patient
in particular, and the professionalism and experience of
the physician. Given such particularity, it is difficult to
imagine a general law that could consider all of the pos-
sible therapeutic variables of every patient.

Additionally, pediatric care often assumes that the
medical relationship is made up of three subjects: the
physician, the patient, and his or her parents. When
parents assume an active role, they often become the
only expression of the child’s will. Effectively, the
decision-making process is handled by a third party who
is not the patient and often ignores or underestimates
the personal values of the child. If we include the ad-
ditional intervention of yet another party in the medical
relationship, such as a judge, the legal implications are
further complicated.

In addition, there remains in public opinion a con-
ceptual confusion between passive euthanasia and WLST,
calling for a need to determine whether there is a single
conception of these entities that has preponderance in
judicial interpretation. No less important is the interna-
tional media coverage of these sorts of cases, which has
led to several proposals in our country calling themselves
a “dignified death act” that end up superimposing exist-
ing rules, and trying to apprehend under a simple concept
special and unique medical situations that—due to their
complexity, not only scientific but also fundamentally
human—cannot be approached unilaterally, unidimen-
sionally, or simplistically.!

Based on the results of our survey, it would be
appropriate to consider the proper handling of ethical
issues at the end of life as a competence within the field
of public health, which should be requlated primarily by
scientific standards that facilitate the decision-making
process, within a framework of privacy and respect for
the rights of all involved. We believe that the results we
obtained may assist in the training of human resources
professionals, not only in the field of health but also in
the field of law, facilitating an exchange of knowledge
that can help avoid the legal scrutiny of appropriate
medical behaviors and allow decision making to occur
in a consensus environment between the health team,
patient, and family. Given our results, we suggest that
judicial intervention should be considered a last resort
when all of the possibilities of agreeing on a course of
action in relation to the pathology suffered by a patient
have been exhausted. Here, the role of a hospital ethics
committee is fundamental, as it allows us to apprehend
the situation in a multidisciplinary way, through dif-
ferent scientific and legal perspectives. In principle,
and supported by the findings of our survey, the ethics
committee is the one called to intervene at the time of
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discrepancies, questions, and/or doubts about ethically
appropriate medical decision making. Only when disagree-
ments conspire against the best interest of the patient
and a committee has not been able to reach a consensus
should we resort to judicial intervention.

It is evident from the comments of the survey re-
spondents that contact with real cases in highly complex
pediatric practice with no reasonable possibilities of cure
or improvement has shaken judicial operators who are
not familiar with the elements of care that surround seri-
ously ill children. The interviews demonstrate the anguish
generated by these situations and the need felt by the
respondents to offer a “technical-professional” opinion
that incorporates empathy and compassion for the pain
of others. Respondents often returned to a legal framing
of each case while simultaneously attempting to avoid
the judicialization of medical decision making.

We believe that the greatest value of the work that
we are presenting lies in the interdisciplinary nature
that distinguishes it. This does not emerge primarily, as
is generally understood, from different medical special-
ties, rather from the various disciplines that together
can come to understand a phenomenon as complex and
multifaceted as the decision-making process at the end
of life. As a culmination of that meeting, we were then
able to develop medically and legally viable proposals.
We believe that, beyond the particular findings of this
study, this turns out to be its most significant achieve-
ment: The hospital and the university working together
in the exchange of ideas, leading to the development and
consensus of ethically sound public health policies.
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Opinions of Members of the National Civil
(Family Proceedings) and Criminal Courts in
Withholding or Withdrawing of Life Support
Situations in Pediatrics

INTRODUCTION

Medical science development, in its technological
phase, has resulted in the emergence of technolo-
gies that allow sustaining life to an extent that was
unthinkable not long ago. The need to limit this
practice posed by the exercise of certain rights
(autonomy, dignity, quality of life), the obligation
to avoid causing harm (therapeutic obstinacy
or patient neglect), and the increasingly active
role played by patients and/or their family in
the healthcare relationship make it necessary to
consider how to solve these problems without
harming patients or questioning the responsibility
of healthcare team members. In terms of bioeth-
ics, the prevailing concept is that not everything
that is technologically feasible is ethically correct.
What is the approach to this matter according to
the Argentine civil and criminal law? Is withhold-
ing/withdrawing of life support (WLS) legally
allowed in pediatrics?” Does WLS require a legal
authorization in pediatrics? Is WLS in a pediatric
patient a crime?

OBJECTIVE

To explore the opinion of members of the National
Judiciary (NJ) regarding the approach to WLS from
a legal stance.

POPULATION
Professionals working in the criminal, civil, and
forensic medicine settings.

METHODS
Descriptive, cross-sectional, qualitative, quantita-
tive, explorative study with a diagnostic analysis.
The instrument used in this study was a semis-
tructured, anonymous survey that included an
informed consent (available in the appendix to
this article), administered by the grant holder
and/or was self-administered by research subjects
themselves. The survey structure was as follows:
a. Personal and professional background.

1. Demographic data.

2. Professional training.

3. Religious background.
b. Case and conceptual background.
c. Case history analysis.

VOLUME 5 NUMBER 3 WINTER 2019

The survey described three hypothetical cases
based on situations generally faced by a pediatric
healthcare team, and classified into three catego-
ries commonly typified in the ethical analysis of
these situations. The first case was a “no chance”
situation. The second case was a “unbearable” or
extremely poor quality of life situation. Finally,
the third case described a patient in a persistent
vegetative state.! In addition, it was explained that
all of the cases took place in a context of a good
relationship, understanding, and agreement among
the medical team and the patient’s family.

Definition of Each Category

1. No chance situation: Treatment will merely
delay death without significantly relieving
suffering.

2. Unbearable or poor quality of life situation:
In the face of progressive disease, additional
treatment may only cause further suffering,
despite the possibility it might have some
potential benefit on the underlying condition.

3. Persistent vegetative state: Medical condition
characterized by the absence of voluntary in-
teraction with the outside world and a lack of
awareness of the inner world, with no reason-
able possibility of recovery after 12 months of
assistance. The patient feels no pain and has
no awareness, a sleep-wake cycle is present,
and the patient is reflexively capable of making
automatic gestures (smiling, wincing, etc), but
there is no recognizable relation to external
stimuli.

Table 1 is a transcription of the three hypotheti-
cal case histories included in the survey.

Items “b. Case and conceptual background”
and “c. Case history analysis” in the survey pro-
vided ample space for respondents to delve into
their concepts and opinions.

The study population included all judges, de-
fenders, and prosecutors from criminal and civil
justice and oral trial courts, defenders and advo-
cates of minors and legally incompetent persons
from criminal and civil justice, and forensic physi-
cians. Only personnel from the National Judiciary
and the Guardianship Office who might intervene
in cases of WLS in children were included. Survey
respondents signed a written informed consent
form, and the study was approved by the Ethics
Committee and the Institutional Review Board of
Hospital de Pediatria “Prof. Dr. Juan P. Garrahan,”
and the Health Research Committee (Comisién
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Nacional Salud Investiga) of the National Ministry
of Health.

For descriptive statistics purposes, categorical
outcome measures were described as a propor-
tion and 95% confidence interval (95% CI). The
univariate analysis was done using the X2 test. No
multivariate analysis was done due to the small
n size (n = 51). Answers were qualified by two

principal investigators separately, and differences
were solved by consensus. Data were analyzed us-
ing the Stata 9.0 statistical package for Windows
(StataCorp, College Station, Texas).

RESULTS
Between April and August 2011, 185 surveys
were distributed: 135 among National Judiciary

Case 1: No Chance Situation

cardiopulmonary resuscitation was not attempted.

and he died; resuscitation was not attempted.

Case 3: Persistent Vegetative State

Pedro died approximately 30 minutes later.

Table 1.—Hypothetical Cases Described in the Survey

Mariela was an 11-year-old girl with acute myeloid leukemia. The intention had been to perform bone marrow
transplantation after chemotherapy. She tolerated treatment poorly and developed sepsis (severe systemic
infection) and had difficulty breathing. She was intubated and connected to a ventilator in the intensive
care unit, but her condition continued to deteriorate and required progressively increased ventilator set-
tings. In spite of chemotherapy, leukemia was still active, which in her present context indicated a situation
with no reasonable chances of recovery. Her physicians and parents agreed not to escalate life support (eg,
use of ventilator, dialysis or invasive procedures, such as catheterization, etc) or start cardiopulmonary
resuscitation in the event of a cardiac arrest. Mariela had multiple organ failure, cardiac arrest, and died;

Case 2: Unbearable or Poor Quality of Life Situation

A first-time mother went into labor at 41 weeks of gestation and required an emergency c-section. She
delivered a 2,700 g male infant named Ramén, who was relatively small for his gestational age. The baby
was not breathing; he was resuscitated but had seizures in the following four hours. He was unresponsive
and placed on mechanical ventilation (MV) until he was 32 days old. At 45 days old, he required MV once
again due to apneic episodes (a temporary absence or cessation of breathing), which resulted in a respira-
tory infection, and required increased ventilator settings. At 65 days old, he had his first major bronchial-
obstructive reaction, accompanied by crying and generalized cyanosis requiring resuscitation and sedation.
These episodes were recurrent, and progressively worsened during the course of hospitalization, and in spite
of several therapeutic strategies, at nine months old, he required continuous MV and had frequent bronchial
obstructive reactions and seizures that destabilized him, resulting in an extensive and severe neurological
injury. Medical evidence indicated, with a high degree of certainty, that if Ramén survived, he would be a
quadriplegic (total loss of use of all four limbs) and have severe cognitive impairment. In this context, his
physicians, nurses, and parents agreed that life support was against Ramén’s best interest because such
measures (need for a continuous intravenous line, airway aspiration, sedatives, and, sometimes, even paralytic
drugs) only caused additional suffering and no benefits for the patient, prolonged suffering, and implied
an extremely low quality of life, and that providing life support only for the purpose of alleviating the pain
of losing a child was against Ramdn’s own dignity. Therefore, one morning, with Ramén in his mothers’
arms and next to his father, was taken off MV. Sedatives were increased to manage a potential sensation
of shortness of breath. A few minutes later Ramon had an apnea episode that resulted in a cardiac arrest,

Pedro, a 15-year-old boy, was in a car crash and suffered a brain injury which left him in a vegetative state.
He was intubated and on mechanical ventilation for more than 17 months and never regained conscious-
ness, nor had any reaction to or interaction with the outside world. His parents asked for his endotracheal
tube to be removed and to let him die in peace. Knowing Pedro, they assured that this was what their son
would have wanted. Physicians removed the endotracheal tube that was connected to the ventilator and
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members and 50 among members of the Forensic
and Legal Medicine Board. Sixty-eight (36.76%)
surveys were returned: 50 from the National Ju-
diciary and 18 from Forensic and Legal Medicine
Board. Among these 68 surveys, 17 (25%) members
of the National Judiciary did not complete section
“c.”: seven criminal defense lawyers and 10 judges.

Descriptive data for the survey respondents
are shown in detail in table 2.

Most of the 92 respondents (47, or 51%) were
never involved in a WLS case. For 96.15% of the
respondents (50 out of 52 completed surveys),

Table 2.—Description of Survey Respondents

(n = 68)
No. who
did not
Demographic data % n answer
Older than 50 years 70 35 18

Married 67.31 35 17
With children 82.35 43 17
Religion -- -- 17
Roman Catholic 72.54 37 --
Atheist or agnostic 23.52 12 --
Jewish or other religion  3.92 2 --

Religious observance -- -- 20
Never 45.8 22 --
Seldom 35.4 17 --
Regularly 18.8 9 --

Profession -- -- 0
Lawyer 73.53 50 --
Physician 23.53 16 --
Dentist/psychologist 2.94 2 --

Professional experience -- - 18
20 or more years 84 42 --

Position -- -- 0
Expert 26.27 18 --
Judge 48.53 33 --
Criminal defense lawyer 17.65 12 --
Prosecutor 1.47 1 --

Defender of minors and
legally incompetent

persons 4.41 3 --
Guardianship advisor 1.47 1 --
Training -- -- 0
Graduate 39.70 27 --
Post-graduate 47.05 32 --
Doctoral program 13.23 9 --

Percentages left out items that were not answered.
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“killing someone,” “helping someone to die,” and
“allowing someone to die” were not the same.

Among the 50 respondents who answered
the section about withholding treatment versus
interrupting or withdrawing treatment, 84% (42)
considered these as legally separate entities, while
16% (eight) considered both situations to be legally
equivalent.

Analysis of Hypothetical Case Histories
This section of the survey was completed by 48
of 51 respondents. Seventeen respondents system-
atically omitted this section because the National
Chamber of Civil Appeals forbade judges from the
civil courts to participate in the survey, alleging
that they might eventually fall under prejudice
should they become involved in a future case.

Table 3 summarizes the answers given to each
case. Among respondents who completed this sec-
tion, for Case 1, 30% criminalized the measures
taken; for Case 2, 41% criminalized the measures
taken; and for Case 3, 39% criminalized the mea-
sures taken.

Table 4 describes the type of crime attributed
to each case.

Pooled Analysis of the Three Case Histories

In the pooled analysis of answers regarding the
three cases, it was observed that 28 (55%) of the
respondents did not criminalize any of the deci-
sions made. On the contrary, 13 (25%) respondents
considered that actions taken in all three cases
constituted a crime; six (12%) criminalized one
of the three cases; and four (8%) criminalized two
out of the three cases.

Among the answers provided for the three
case histories, 73.81% of the respondents (n =110)
agreed on the withdrawal of mechanical ventila-
tion (MV). Also, 63.40% (n = 97) of the respondents
focused on the need to have these situations re-
solved in the healthcare setting, without the need
torequest legal authorization. In terms of variation
in the opinions regarding the existence of advance
medical directives (AMD) or when the patient was
an adult, most of the respondents did not modify
their answer: this applied to 116 (76.8%) and 115
(77.2%) of the answers given, respectively.

Actions described in the case histories were
identified with euthanasia by 47% (n = 24) of
respondents. In this regard, Case 2 was mostly
considered this way (23%, 11 respondents), fol-
lowed by Case 3 (19.6%, 9 respondents). Case 1
was the one with fewest references to euthanasia
(8%, four respondents).
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No differences were observed in opinions in
terms of religion, sex, or profession (judges, pros-
ecutors, and defenders). A significant association
was observed between working in the legal field
and a higher likelihood of criminalizing any of
the three cases, compared to healthcare providers,
which included physicians, a psychologist, and a
dentist (see table 5). On the contrary, respondents’
religion (grouped by Jewish-Christian tradition or
agnostic-atheist) was not associated with differ-
ences in the criminalization of decisions made (p
=0.9).

Qualitative results

Handwritten comments and notes made by survey
respondents and the subjective findings resulting
from personal interviews with respondents are
available in the supplementary material (see the
appendix).

DISCUSSION

WLS is a common decision made in pediatric in-
tensive care units (PICUs) across the world?"® and
in Argentina,™ and, to this date, no court claims
have been made in Argentina in relation to WLS.

However, the “fear of litigation”* is a factor
that may have a negative impact on decision-
making processes, communication with the pa-
tient’s family, and their due participation in such
decisions.

Actually, the fear of litigation may result, on
the one side, in therapeutic obstinacy'* and, on
the other, in an inadequate WLS.?7*8! [t may also
affect the level of communication®*** and inquiry
on WLS decisions with the family.

It may be believed that the existence of bioethi-
cal, medical, and legal grounds and the absence, in
Argentina, of court decisions against WLS doe not
justify such fears. However, this study explores,
for the first time in our country, legal workers’
opinions in relation to WLS and indicates that
healthcare providers’ fear of litigation may be
justified.

Although, as expected, most respondents
agreed with the decisions made in the hypotheti-
cal case histories, a remarkable number of them

* We refer to “fear of litigation” as the psychologi-
cal “driving force” of “defensive medicine,” a MESH
and DeCS term defined as “alterations of modes of
medical practice, induced by the threat of liability,
for the principal purposes of forestalling lawsuits by
patients.” http://pesquisa.bvsalud. org/portal/decs-
locator/?lang=es&tree_id=101.880.604.583.524.300&te
rm=101.880.604. 583.524.300. Accessed December 2014.
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(45%) found one or more crimes in a setting that,
as presumed by authors, posed an ethically and
legally valid case of WLS, similar to those com-
monly observed in Argentine PICUs. 14152425

It is striking that justice workers, regardless
of their position (judge, prosecutor, defender, or
advocate for minors), had such dissimilar opinions
regarding medical practice in its legal significance,
both in relation to the “crime-no crime” dilemma
and the type of crime (intentional homicide or
wrongful death, failure to render assistance, or
inciting a person to commit suicide), to the point
that, for the same case, both a homicide and the
non-existence of a crime were proposed. Or the
fact that the same practice may be criminalized as
any of the four criminal definitions indistinctly.

It was obvious, during the conduct of the
survey, and based on respondents’ comments,
that contact with real cases of severely ill patients
who have no reasonable possibility of recovery or
improvement in the setting of tertiary pediatric
practice had made these legal workers upset. The
distress caused by these situations became evident
during interviews. Respondents made an effort to
provide, on the one hand, a “technical and profes-
sional” opinion, but on the other hand, they had
an understanding, empathetic, and compassionate
position regarding others’ pain. In their effort to
achieve a balance, when they believed that the
case constituted a crime, from a technical point of
view, they also attempted to “overturn” the legal
perspective and find a legal framework that would
reduce the sentence, exclude illegality, or prevent
accountability.

It is also worth noting, as a positive finding,
that many survey respondents (63.40%) stressed
the need for these matters to be resolved in the
healthcare setting and that, if a third party was
required to intervene other than the treating team
or the patient and his/her family, they proposed the
participation of an ethics committee and avoiding
judicialization of the healthcare relationship.

We agree with this consideration. It is under-
standable that judicial involvement should be an
exceptional resource, the last resort once all pos-
sibilities of agreement with the patient and his/her
family regarding the management plan have been
exhausted. In this regard, the role of the ethics
committee is essential because it allows under-
standing the health-disease situation from differ-
ent scientific and lay perspectives. As a matter of
principle, and supported by our survey findings,
the participation of an ethics committee should
be requested if discrepancies, questionings, and/
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Table 3.—Answers from Respondents Regarding Each Hypothetical Case

Case 1 Case 2 Case 3

n % n % n %
In general, agree with decisions made. 450f51 88 330f43 77 360f50 72
Decisions made did not constitute a crime. 350f50 70 290f49 59 28of46 61
Agree with no CPR. 390f49 80 -- - - --
Agree with withdrawing MV. 390f50 78 360f50 72 350f49 71
Would not change their answer even if patient had AMD. 400f51 78 410of51 80 350f49 71
Would not change their answer if the patient was an adult. 39 of 51 76 410of50 82 350f48 73
It is not necessary to request a legal authorization for WLS. 35 0f 51 69 310of51 61 310f51 61
Do not agree with withdrawing parenteral hydration/feeding. -- - - --  320f49 65
Do not agree with withdrawing enteral hydration /feeding.  -- - - --  320f51 63

n = number of respondents who answered the item. CPR: cardiopulmonary resuscitation; MV: mechanical ventilation; AMD

advance medical directive; WLS: withholding/withdrawing of life support.

Table 4.—Types of Crimes Attributed in Each Case

Case 1 Case 2 Case 3

n % n % n %
Intentional homicide 4 8 11 23 9 19.6
Wrongful death 5 10 3 6 4 8.7
Failure to render assistance 2 4 3 6 2 4.3
Inciting a person to commit suicide 0 0 0 0 0 0
Several crimes* 4 8 3 6 3 6.5
No crime 35 70 29 59 28 61.0
Total 50 100 49 100 46 100.0

* Several combinations of the four crimes listed here.

Table 5.—Determination of crime probability based on original profession

Type of No case constituted 1 case constituted Total for the type “Risk”
profession a crime a crime of profession rate (%)
Legal! 15 20 35 57.1
Healthcare? 13 3 16 18.7
Total cases by crime yes/no 28 23 51 45.1

NOTES

test).

1. Attorneys, including judges, prosecutors, defenders, a scribe, etc.
2. Healthcare, including physicians, a psychologist, and a dentist. Odds ratio 5.7 (95% CI: 1.4-24), p = 0.024 (Fisher's exact
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or doubts arose regarding the medical decision-
making process. Only when a discrepancy is does
not support a patient’s best interest, and an eth-
ics committee is not able to establish consensus,
would it be acceptable to make a legal claim.
Another remarkable finding of this study was
that most respondents (73.81%) agreed to the
withdrawal of MV in the three cases. The removal
of MV is frequently problematic: although not
initiating life support and withdrawing it have
been seen as ethically and legally equivalent,*26-29
for healthcare teams, it is morally more challeng-
ing to interrupt a treatment than to withhold it.
Healthcare providers tend to give a different psy-
chological/emotional significance to withholding
treatment versus withdrawing it.*® The latter is
usually not easily accepted among health team
members, mostly because the proximity of the

indicated that they were cognitively—although not
emotionally—comfortable with the case descrip-
tions and, even though this was a self-administered
survey, the investigator was available to discuss
and clarify any aspect that might have arisen while
reading it.

Thirdly, the survey was administered before
the modification in the National Patient’s Rights
Law, medically referred to as the “Death with Dig-
nity Law” (May 2012), which has helped to modify
the general attitude regarding these situations.

However, data supports the prevalence of
this issue. For example, Marcelo Diez is an adult
patient who has been in a persistent vegetative
state for the past 20 years. His family has made a
claim for the withdrawal of life support. An expert
report by the National Forensic and Legal Medi-
cine Board and three opinions issued by bioethics

1t is understandable that judicial involvement should be an
exceptional resource, the last resort once all possibilities
of agreement with the patient and his/her family regarding
the management plan have been exhausted.

patient’s death to the interruption of support
may cause team members to feel as though
they have “cause” the patient’s death, even if that
is not their intention.

Given that this is an original study, there are
no previous studies with which to compare its
results, but it is worth noting its significant limita-
tions. First of all, the low response rate, especially
regarding the most important section of the survey,
the hypothetical case histories. The 27% response
rate hinders the possibility of generalizing results.
However, 45% of the survey respondents believed
that one, two, or three of the cases were related
to some form of crime. Even if those who did not
complete the survey indicated that they did not
detect any crime in any of the hypothetical cases—
a highly unlikely polarization of opinions—12%
of respondents would still criminalize decisions
made.

Secondly, the survey technique may not have
been sufficient to convey such complex medical
concepts and situations in an effective manner to
nonmedical professionals. However, respondents
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committees (Committee for the Provincial Board of
Management Quality of the Secretariat of Health
of Neuquén, Ethics Committee of the Argentine
Society of Intensive Care, and Ethics Committee of
Instituto Nacional Central Unico Coordinador de
Ablacién e Implante) support the family’s request.
At present, the case has been raised to the Supreme
Court because, after having been in the hands of 15
members of the National Judiciary, including dif-
ferent court judges, the Attorney General, etc, and
even after the above-mentioned law was passed,
WLS has not been authorized. We believe this case
is far from being resolved.

The fear of litigation that many healthcare
providers have when making end-of-life decisions
regarding their patients’ lives may be justified. We
believe that new comprehensive clinical practice
guidelines, which provide details regarding the
decision-making process, as those published in
other countries,*** developed by healthcare pro-
viders, legal professionals, and bioethicists will
help to improve the quality of care provided to
patients and their families, and the health team.
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CONCLUSION

Forty-five percent of survey respondents judged
that the decisions made in the three cases consti-
tuted some form of crime, and this opinion was
significantly associated with working in the legal
field compared to working in the healthcare set-
ting. In addition, variations in the type of crime
thought to be committed were also observed.

APPENDIX

QUALITATIVE ANALYSIS

This is a descriptive study regarding the opinions
of members of the National Civil (Family Proceed-
ings) and Criminal Courts regarding withhold-
ing or withdrawing of life support situations in
pediatrics.

Following are comments and/or notes made
by survey respondents who indicated that they
had been involved in a case of withholding or
withdrawing of life support.

Judge: “I was not involved as a legal worker,
but personally. I had to make a decision, together
with the family, regarding the ‘dignified death’ of
that person.”

Physician: “At the Neonatal Intensive Care
Unit, I have been involved in decisions regarding
critically ill patients (congenital heart disease,
sepsis, ventilatory failure) whose life functions
and prognosis are unsustainable.”

Physician: “Elderly, 84-year-old patient with
brain death for more than 78 hours, multiple organ
failure resulting from a hemorrhagic stroke. Life
support was withdrawn.”

Physician: “I had to authorize multiple organ
procurement procedures due to brain death (two
cases).”

COMMENTS AND/OR NOTES MADE BY SURVEY
RESPONDENTS REGARDING THE THREE CASES
IN GENERAL

Appeal court judge: General note on the sur-
vey: “It might seem contradictory to strongly agree
with and, at the same time, criminalize an action.
Legalizing euthanasia, in all of its forms, is a debt
of the legislative body. In my opinion, it is neces-
sary to set the issue in the agenda. Considering
physicians (generally working in public hospi-
tals and caring for low-income patients) have to
request authorization to perform therapeutic (not
punishable) abortions, they might face even more
problems in these situations.”

Appeal court judge: This judge indicated,
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in general, to agree with the decisions made in
the three cases. Her general opinion was: “Every
medical decision made in these hypothetical cases
should be accompanied by a report of a bioethics
committee.”

Investigating judge: He refused to complete
this section of the survey and indicated: “Taking
this survey implies some sort of prejudice, deliver-
ing an opinion outside the case file.”

CASE 1. NO CHANCE SITUATION:
COMMENTS AND/OR NOTES MADE BY SURVEY
RESPONDENTS REGARDING CASE 1

Level of Agreement and Presence/Absence of a Crime

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “To me
it is clear. I share the parents’ decision and the
respect of the medical team for such decision. In
the description of the case, I assume that parents
also respected their child’s will (at 11 years old a
child is capable of communicating adequately).
I recognize dominion over our own bodies. The
single most important piece of information was
what Mariela wanted. Argentina requires a regula-
tion that, for adults, may allow for the establish-
ment of a ‘living will.” ”

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “Parents
are representatives of their child’s will. If the
decision was not vitiated, it is absolutely manda-
tory from a legal perspective, so the moral stance
becomes irrelevant, whether allegations are made
for or against it. In addition, the decision should
be duly documented.”

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “Family
consensus and the medical report based on the
impossibility of the patient’s survival given her
irreversible, end-stage condition, together with
the decision not to do anything that may result in
death, allow assuming that such alleged withhold-
ing (cardiopulmonary resuscitation) was not the
cause of such result. Based on this, I agree with
the last choice in the survey.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”):
“Physicians are not trained for a patient’s ‘dignified
death’ . .. which is as or even more relevant than
a ‘dignified life,” as in the case described here.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “I
believe that, in medical practice, it is necessary to
deal with human omnipotence—that of the physi-
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cian—and this includes considering the family’s
opinion and collaborating to reach consensus,
preserving the doctor-patient relationship and ac-
knowledging the limits of practice. In my opinion,
parents are finally the ones that should decide,
within the realms of what is reasonable.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “If
the patient’s situation is that of ‘no reasonable
chance of recovery’ and the family agrees not to
escalate life support, I believe it is right to let the
institution ‘decide’ on the end and the time for it.
Otherwise, it would be a matter of obstinacy and
medical and financial arrogance.”

Physician (who selected “In general, some-
what agree with decisions made” and “Wrongful
death”): “As per our Code, euthanasia is forbidden,
so it would be a crime, even though it might be
medically or clinically the most convenient thing
to do.”

Physician (who selected “In general, somewhat
agree with decisions made” and “No crime”): “I
guess that, if conditions permit, a submission
should be made before the ethics committee to
clearly establish (regardless of the patient’s acute
condition and severe multiple organ failure)
whether she would have become a transplant
candidate had she recovered from sepsis.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “She
had no chance at all; had the transplant been suc-
cessful, who could warrant she would not have
sequelae? Was it possible to ensure her an adequate
quality of life?”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “In
these situations, physicians are also responsible
for letting patients have a ‘dignified death.” The
limit of therapeutic obstinacy is that of alleviating
physical pain. I have my reservations about family
involvement in this decision. I have made such
decisions on my own several times.”

Investigating judge (who selected “In general,
strongly agree with decisions made” and “No
crime”): “I'would decide in accordance with legal
provisions and the evidence presented in each
specific case, after verifying there is really no pos-
sible treatment. Once every point in the case has
been verified, there would be no crime.”

Judge (who selected “In general, strongly agree
with decisions made” and both “Wrongful death”
and “No crime”): “If a treatment that is mandatory
as per the standards of the art of healing (medical
protocol) is withheld, such withholding may be
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considered a violation to the duty of providing
medical care, and the risk of death would be in-
creased (wrongful death may be reported against
physicians and parents, given that the latter act as
guarantors for their child).”

Appeal court judge (who selected “In general,
strongly agree with decisions made” and “Inten-
tional homicide”): “Even though I strongly agree
with the decision, as a judge, if I was asked to
intervene in the case, I would consider different
situations that may relieve [parties] from liability;
however, from a strictly dogmatic stance, it is an
intentional homicide by negligence.”

Criminal defense lawyer (who selected “In
general, disagree with decisions made” and both
“Failure to render assistance” and “Inciting a
person to commit suicide”): “A matter to consider
would be what sentence would be more benign
towards parents and physicians.”

Investigating judge (who selected “In general,
somewhat agree with decisions made” and “Inten-
tional homicide”): “A cause for justification that
rules out illegality or a cause that would relieve
parties from liability. Although the case fits the
definition of intentional homicide, I would always
look for a justification or a cause that would relieve
parties from liability: a necessity based on the case-
specific circumstances.”

Judge (who selected “In general, somewhat
agree with decisions made” and “Failure to render
assistance”): “Although this case may fit the crime
punished by article 106 of the Criminal Code re-
garding the fact that a person unable to help herself
was left to her fate, a person who should be cared
for according to what was promised by physicians
in the Hippocratic Oath, when faced by inevitable
death, the decision to waive a treatment that would
only prolong life in a precarious and arduous man-
ner is legal. This is established in article 19 of Law
17132 regarding Medical Practice.”

Investigating judge (who selected “In general,
strongly agree with decisions made” and “Inten-
tional homicide,” “Wrongful death,” “Failure
to render assistance,” and “Inciting a person to
commit suicide”): “Causes for non-attributability
should be considered. These are established in the
Criminal Code: considering consent as a cause for
justification.”

Appeal court judge (who selected “In general,
disagree with decisions made” and “Wrongful
death”): “There are reasonable possibilities that go
against an adequate legal decision regarding that
there was no certain chance to continue with life.
No end-stage prognosis was made.”
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Degree of Agreement with No Cardiopulmonary
Resuscitation and Withdrawal of Mechanical
Ventilation

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “I would
not change my decision if parents had consented
to it.”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime” and “Would
change my decision”): “The patient was 11 years
old, so it is assumed her maturity was enough to
face ‘therapeutic obstinacy.” ”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime” and “Would not
change my decision”): “Minors should be heard
(Convention on the Rights of the Child); however,
I value parents’ opinion.”

Physician (who selected “In general, strongly
agree with decisions made,” “No crime,” and
“Would change my decision”): “If there is no
chance, ie, no reasonable possibilities, as described
in the case.”

Physician (who selected “In general, strongly
agree with decisions made,” “No crime” and
“Would not change my decision”): “The patient’s
decision should be respected, even if she was a
minor.”

Physician (who selected “In general, strongly
agree with decisions made,” “No crime” and
“Would not change my decision”): “I do not be-
lieve autonomy should be considered, especially
in terms of her age.”

Physician (who selected “In general, strongly
agree with decisions made,” “No crime,” and
“Would not change my decision”): “Minors and
mentally-disabled persons cannot give a valid
consent. It would not change my opinion.”

Investigating judge (who selected “In general,
strongly agree with decisions made,” “No crime,”
and “Would not change my decision”): “It would
not change my decision because she was a minor.”

Judge (who selected “In general, strongly agree
with decisions made,” “Wrongful death,” “No
crime,” and “Would not change my decision”): “I
would not change my decision, I would simply
consider the victim’s consent, the autonomy of her
will to decide.”

Appeal court judge (who selected “In general,
strongly agree with decisions made,” “No crime,”
and “Would change my decision”): “Although the
minor is considered incompetent, based on the
Convention and Law 26061, she should be heard.”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
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change my decision”): “This is an 11-year-old
minor so, as in every case, she should be consid-
ered as unable to understand what she is asking
for or, on the contrary, for that reason, it is more
valuable.”

Oral trial court judge (who selected “In gen-
eral, strongly agree with decisions made,” “No
crime,” and “Would change my decision”): “I
do not agree with withdrawing or withholding
artificial feeding/hydration because it is a basic
healthcare procedure, not simply a treatment. A
minor patient may decide on his/her preferences,
and parents should decide considering such pref-
erences.”

Investigating judge (who selected “In general,
somewhat agree with decisions made,” “Intention-
al homicide,” and “Would change my answer”):
“Every parental decision includes a selfish com-
ponent. If the patient’s will was documented, the
decision made by parents is an act of greatness.”

Judge (who selected “In general, somewhat
agree with decisions made,” “Failure to render
assistance,” and “Would not change my answer”):
“In the case of minors, their parents’ or guardians’
consent is valid, although it may be replaced by a
legal authorization.”

Appeal court judge (who selected “In general,
disagree with decisions made,” “Wrongful death,”
and “Would change my decision”): “It is a matter
of legal capacity.”

Change of Opinion in the Presence of Advance
Medical Directives or in the Case of Adult Patients

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
not change my decision”): “Under the same con-
ditions: ensure the decision was not vitiated and
was duly documented.”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
change my decision”): “As long as the girl was
younger. If the patient was really young or there
was no consensus among the three of them (father,
mother, child).”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
change my decision”): “I believe that the will to
have a dignified death is critical.”

Physician (who selected “In general, somewhat
agree with decisions made,” “No crime,” and
“Would change my answer”): “Probably in relation
to advance directives.”

Physician (who selected “In general, strongly
agree with decisions made,” “No crime,” and
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“Would not change my decision”): “A competent
adult has a right to decide in these cases. I would
ratify my decision and opinion on this subject.”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
change my decision”): “It would clear all my
doubts regarding the fact that it was adequate to
withdraw treatment.”

It Is Necessary to Request Legal Authorization

Judge (who selected “In general, strongly
agree with decisions made,” “Wrongful death,”
“No crime,” and “No need to require legal autho-
rization”): “Medical science is suitable to make a
diagnosis and establish the necessary procedures
to manage the patient and decide what is right.
Legal intervention would result in a delay and
complications, worsening pain and distress for
the family.”

Judge (who selected “In general, disagree with
decisions made,” “Intentional homicide,” and “No
need to require legal intervention”): “Physicians
are forced to provide care to patients and, given
a severe condition, they should dispense with
parental consent.”

Oral trial court judge (who selected “In gen-
eral, strongly agree with decisions made,” “No
crime,” and “No need to require legal authoriza-
tion”): “I believe ethics committees and institu-
tional review boards should be trained to intervene
in these conflicts and make recommendations. It
is not up to judges to decide in these cases.”

Criminal defense lawyer (who selected “In
general, disagree with decisions made,” “Failure
to render assistance,” “Inciting a person to com-
mit suicide,” and “No need to require legal inter-
vention”): “If necessary, I would request a legal
authorization. For legal protection of physicians
and/or family members.”

Investigating judge (who selected “In general,
somewhat agree with decisions made,” “Inten-
tional homicide” and “No need to require legal
intervention”): “I would ask for a legal authori-
zation so that the judge acted as a supervisor to
ensure that the rights of every party involved were
respected. A control of legality.”

Judge (who selected “In general, somewhat
agree with decisions made,” “Failure to render
assistance,” and “No need to require legal interven-
tion”): “A civil judge should be asked to provide
an authorization only if parents had discrepancies
or did not agree, but not if both the family and
physicians consent to the decision.”
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Investigating judge (who selected “In general,
somewhat agree with decisions made,” “Intention-
al homicide,” and “Need to require legal interven-
tion”): “Eventually, the sentence may be reduced,
but that would not change anything about the fact
that it is a crime.”

Subjective Findings

As per the individual appreciation of some
survey respondents, the reference to “a situation
with no reasonable chances of recovery” led them
to believe that there was not sufficient certainty to
justify the withholding of resuscitation.

Comments were a relevant tool: judges, in
general, focused on autonomy, the patient’s will,
and the decision-making process by parents in the
name of their children. On their side, physicians
recognized that they were not trained to deal with
dignified death and how to accept the family’s
opinion and collaborate with them. One of the
physicians even stated “his doubts” regarding the
family’s right to intervene in the decision-making
process and acknowledged that he had taken the
responsibility himself and many times had made
the decision on his own. Another physician, who
considered this was a case of euthanasia (ie, in-
tentional homicide), admitted that, from a medical
or clinical perspective, to withhold or withdraw
treatment would be the most convenient decision.

When asked to comment whether an advance
medical directive would influence their decisions,
it was observed that judges were more willing to
agree with the minor’s autonomy and the decisions
made by her parents. This was not the case of phy-
sicians, who considered that minors and mentally
disabled persons were not capable of giving their
valid consent.

Most (76.47%) would not change their answer
if the patient was an adult. At this point, judges
maintained their opinion regarding the autonomy
of decisions (regardless of whether the patient was
a minor or an adult); physicians considered that a
capable adult patient had a right to decide in these
cases.

Based on these results, we found it interest-
ing that physicians shared the medical decisions
made in this first hypothetical case, and that they
would have made these decisions regardless of the
will of both the parents and the girl (because they
considered that she was not capable of giving her
own consent). To them, it seemed as though medi-
cal practice itself legalized the decision-making
process, regardless of patient involvement. Also,
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among physicians, in general, confusion was
observed regarding the difference between legal
capacity and bioethics competence.

CASE 2. UNBEARABLE OR POOR QUALITY OF LIFE
SITUATION: COMMENTS AND/OR NOTES MADE BY
SURVEY RESPONDENTS REGARDING CASE 2

Level of Agreement and Presence/Absence of a Crime

Judge (who selected “In general, strongly
agree with decisions made” and “Intentional ho-
micide”): “The actions may be painful, but they
are justified. In this case, I believe the situation
should be considered from the criminal theory
perspective. If actions were justified, there is no
need to look for a guilty party given that it would
be authorized in our legal setting.”

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “This is
similar to Case 1, but the minor patient in this case
cannot voice his opinion. If death is considered
to be a brief instant, several adverse opinions are
bound to arise. If death is understood as an irre-
versible process, I strongly agree with the decisions
made in this case.”

Judge (who selected “In general, disagree with
decisions made” and “Intentional homicide”):
“Agreement regarding ambiguous moral guidelines
expressed as ‘best interest’ or ‘dignity,” in this
case, is not enough to infer (deduce) consent. For
such consent to have legal relevance, it should be
signed, explained, and duly documented. Lack of
consent implies a presumption against the medical
team: in this case, the only ‘decision’ made was not
to document ‘agreement’; this constitutes the basis
for analysis and cannot be avoided by legal work-
ers. The absence of a signed agreement enables a
criminal investigation regarding the intentional
homicide hypothesis.”

Physician (who selected “In general, somewhat
agree with decisions made” but did not complete
the section regarding crime typification): “If
technological prolongation of life only extends a
fateful end (Case 1), I would not even doubt about
withdrawing all life support. If prolongation of life
support ensures survival, I would not be capable,
as a physician, to withdraw any technological life
support provided to the child. I guess I would ask
the hospital’s ethics committee for an opinion.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”):
“Withholding life support parameters and prevent-
ing an additional suffering that may only result in
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a human being having a poor development and a
very poor quality of life may be considered an act
of euthanasia, in the good sense, even benevolence
in this case. Likewise, I think the final decision
should always be agreed upon with parents, and
managed reasonably, humanely, and with common
sense.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “In
the past, when such unproductive therapeutic-
instrumental paraphernalia (at least in the cases
described here) did not exist and death occurred
‘naturally,” refraining from acting was considered
a crime. Life support should be restricted only to
cases for which it is considered medically favor-
able or when the cause of life-support requirement
is potentially reversible.”

Physician (who selected “In general, disagree/
somewhat with decisions made” and both “In-
tentional homicide” and “No crime”): “Decisions
should be made in accordance with present regula-
tions, and all parties involved should participate
(parents, physicians, etc).”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”):
“What benefit were they looking for? What about
his suffering due to shortness of breath and his
parents’ distress? This is an example of therapeutic
obstinacy.”

Physician (who selected “In general, strongly
agree with decisions made” and “No crime”): “My
comment regarding Case 1 is also valid here. Insist-
ing on life support, in these cases, means refusing
the possibility of a dignified death.”

Investigating judge (who selected “In general,
strongly agree with decisions made” and “No
crime”): “IT'would decide in accordance with legal
provisions and the evidence presented in each
specific case, after verifying there is really no pos-
sible treatment. Once every point in the case has
been verified, there would be no crime.”

Judge (who selected “In general, strongly agree
with decisions made” and “No crime”): “My com-
ment is the same as for Case 1. If the procedure
withheld here was mandatory as per the medical
protocol and necessary (typical) to reduce the risk
of death, the case may be reported as wrongful
death. Otherwise, there is no crime here: physi-
cians are not liable—based on their protocols—to
become lifesaving heroes beyond what is com-
monly adequate in each case.”

Appeal court judge (who selected “In general,
strongly agree with decisions made” and “Inten-
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tional homicide”): “Even though I strongly agree
with the decision, as a judge, if I was asked to
intervene in the case, I would consider different
situations that may relieve parties from liability;
however, from a strictly dogmatic stance, it is an
intentional homicide by negligence.”

Judge (who selected “In general, disagree with
decisions made” and “Intentional homicide”):
“Personally, I would do the same, whether I was
the mother or the physician. However, if this case
was brought to my court, I would not be able to
avoid the intentional homicide charge.”

Criminal defense lawyer (who selected “In
general, disagree with decisions made,” “Failure
to render assistance,” and “Inciting a person to
commit suicide”): “A matter to consider would
be what sentence would be more benign towards
parents and physicians.”

Investigating judge (who selected “In general,
strongly agree with decisions made” and “Inten-
tional homicide™): “A cause for justification that
rules out illegality or a cause that would relieve
parties from liability. Although the case fits the
definition of intentional homicide, I would always
look for a justification or a cause that would relieve
parties from liability: a necessity based on the case-
specific circumstances.”

Judge (who selected “In general, somewhat
agree with decisions made” and “Failure to render
assistance”): “As in case 1, and although the ac-
tions described fit into the punishment provided
for in article 106, National Law 17132 establishes
that, in the case of a disabled person, healthcare
providers should ask for the consent of that per-
son’s representative regarding the refusal to receive
treatment. The benevolence principle established
in the Hippocratic Oath is limited by the patient’s
autonomy principle and, in theory, the will of
those who have a protected legal right prevails.
These bioethics principles and regulations were
introduced in the first conference held in the USA
(Kennedy Institute of Ethics). It is worth noting
that, given that this patient is a minor, his parents’
consent is essential; the medical team may not
agree with their decision and request for a legal
ruling against it.”

Investigating judge (who selected “In general,
disagree with decisions made” and “Intentional
homicide”): “This crime is worsened because his
parents are committing it and may be mitigated by
an allegation of violent emotion.”

Investigating judge (who selected “In gen-
eral, strongly agree with decisions made” and
“Intentional homicide”): “Mitigation might be
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implemented: criminal theory; exculpatory factors:
prohibition mistake or a different behavior cannot
be required.”

Appeal court judge (who selected “In general,
somewhat agree with decisions made” and “In-
tentional homicide”): “It may be categorized as
manslaughter.”

Investigating judge (who selected “In general,
strongly agree with decisions made,” “Intentional
homicide,” “Wrongful death,” “Failure to render
assistance,” and “Inciting a person to commit sui-
cide”): “It may fit in this definitions technically.”

Degree of Agreement with No Cardiopulmonary
Resuscitation, Withdrawal of Mechanical Ventilation,
and Change of Opinion in the Presence of Advance
Medical Directives

Physician (who selected “In general, strongly
agree with decisions made,” “No crime,” and
“Would not change my decision”): “Pediatric pa-
tients should always be heard and have a chance to
voice their opinion if their condition allows them
to do so.”

Judge (who selected “In general, strongly agree
with decisions made,” “No crime,” and “Would
change my decision”): “As I commented for Case
1, I would also ask for a consent document, and
respect the patient’s autonomy, will, and freedom.”

Appeal court judge (who selected “In general,
strongly agree with decisions made,” “Intentional
homicide,” and “Would not change my decision”):
“Given that there is no law to support the decision,
it would be difficult to obtain a different ruling.”

Oral trial court judge (who selected “In gen-
eral, somewhat agree with decisions made,” “No
crime,” and “Would change my decision”): “I do
not agree with withdrawing or withholding feeding
and hydration.”

Investigating judge (who selected “In general,
strongly agree with decisions made,” “No crime,”
and “Would change my decision”): “Every paren-
tal decision includes a selfish component. If the
patient’s will was documented, the decision made
by parents is an act of greatness.”

Change of opinion in the case of adult pa-
tients Judge (who selected “In general, disagree
with decisions made,” “Intentional homicide,”
and “Would not change my answer”): “Except the
‘agreements’ made with the patient were docu-
mented regarding how unproductive and cruel
treatments to be used are.”

Oral trial court judge (who selected “Some-
what agree with decisions made,” “No crime typi-
fied,” and “Would change my answer”): “I do not
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agree with withdrawing or withholding feeding
and hydration.”

Criminal defense lawyer (who selected “Dis-
agree with decisions made,” “Typified as failure to
render assistance,” “Inciting a person to commit
suicide,” and “Would change my answer”): “In
the case of an adult, he/she may decide what to
do with his/her life.”

Judge (who selected “Strongly agree with
decisions made,” “Typified as failure to render
assistance,” and “Would change my answer”):
“In the case of an adult who has not signed a
consent document, his family’s consent should be
requested.”

Subjective Findings

Analyzing opinions by profession, judges in
general focused on the theory of crime and many
times considered that decisions were illegal (ie
forbidden) but justified (either based on the pa-
tient’s consent or a clinical indication). One judge
focused on the fact that the agreement to withhold
life support made between the medical team and
the family had not been documented and, in his
opinion, this implied a presumption against the
treating medical team and the corresponding legal
investigation. On their side, physicians focused on
the poor quality of life and the scarce chance of
improvement; they considered that technology use

“Medical science is suitable to make a diagnosis and
establish the necessary procedures to manage the patient
and decide what is right.”

It Is Necessary to Request Legal Authorization

Judge (who selected “Strongly agree with
decisions made,” “Typified as wrongful death,”
“No crime typified,” and “No need to require le-
gal authorization”): “Medical science is suitable
to make a diagnosis and establish the necessary
procedures to manage the patient and decide what
isright. Legal intervention would result in a delay
and complications, worsening pain and distress
for the family.”

Appeal court judge (who selected “Strongly
agree with decisions made,” “Typified as inten-
tional homicide,” and “A judge cannot authorize
it”): “Physicians should know the protocol to fol-
low.”

Oral trial court judge (who selected “Some-
what agree with decisions made,” “No crime
typified,” and “No need to require legal authoriza-
tion”): “I would recommend palliative care, care
for a dignified death accompanied with emotional
support, community support, an understanding of
suffering, and an effective pain management.”

Judge (who selected “Somewhat agree with
decisions made,” “No crime typified,” and “It is
necessary to require legal authorization”): “Even
if the medical team and the patient’s family had
given their consent, I think it would be convenient
to request a legal authorization.”
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was not warranted and prolonged suffering, and
highlighted that it would be a case of therapeutic
obstinacy.

A large number (23.26%) of survey respon-
dents disagreed with the decisions made, and some
of those who agreed (15.52%) considered that the
case may be criminalized (intentional homicide
or wrongful death most of the time). This was
reflected in some of the additional notes, which
considered potential causes for sentence reduction
or a justification for the crime (violent emotion,
necessity, etc).

The phrase “only prolonged suffering and
implied an extremely low quality of life” raised
concerns among respondents. Some believed that
it was difficult to establish the level of quality of
life while others thought it was not enough to end
the child’s life.

Off the record, during the interview, some
judges considered that increasing the sedative dos-
age was the final action that caused the patient’s
death.

Although the patient’s underlying disease
was relevant in his present condition, survey
respondents who disagreed with decisions made
considered that taking him off the ventilator was
the “cause” of his death, with the resulting legal
implications.
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CASE 3. PERSISTENT VEGETATIVE STATE COMMENTS
AND/OR NOTES MADE BY SURVEY RESPONDENTS
REGARDING CASE 3

One judge refrained from commenting on
this case because it raised concerns: “I will not
comment on this case. I have doubts regarding
the ‘situation with no reasonable chances of re-
covery.” ‘Reasonable’ is a convention. Of course,
the presence of advance directives would change
my answer to the extent that they referred to this
situation.”

Level of Agreement and Presence/Absence of a Crime

Judge (who selected “Somewhat agree with
decisions made” and “No crime typified”): “I
believe that the decisions made by parents, who

mechanical ventilation and other artificial means
of life support is more related to the family’s inter-
estin avoiding pain than the patient’s best interest.
Anyhow, I believe that if the patient dies following
the withdrawal of life support, it does not consti-
tute a crime. However, it would be a crime if the
patient was breathing on his own and feeding and
hydration were withheld.”

Physician (who selected “Strongly agree with
decisions made” and “No crime typified”): “In this
case, I believe the parents’ opinion is more relevant
than in the other two. Anyhow, I believe these
are borderline situations, hard to assess from the
perspective of criminal codes. In these cases, phy-
sicians are the ones who stand up to the situation,
and the main suffering is that of parents. For this

Physicians focused on the poor quality of life and the scarce

chance of improvement; they considered that technology use

was not warranted and prolonged suffering, and highlighted
that it would be a case of therapeutic obstinacy.

are affected by the health situation of their most
cherished gift—a child—with the corresponding
medical and therapeutic guidance cannot and
should not be subjected to the opinion of a judge.”

Judge (who selected “Disagree with decisions
made” and refrained from commenting on the
type of crime): “Before attempting to qualify the
parents’ behavior, which would be aggravated by
their relationship with the victim and result in a
life sentence, I would try to establish a different
matter given the dramatic family situation. How-
ever, this case is different from the other two. I
felt that parents were the ones who did not want
to continue with their son in that condition. So I
feel the need to look at this case from a different
perspective; with the other two I had no doubts.
If I had to rule in this case, I would not be able to
make a linear ruling.”

Prosecutor (who selected “Somewhat agree
with decisions made” and refrained from com-
menting on the type of crime): “As far as I know,
there have been uncommon cases of patients who
awoke from a coma after years and recovered. I
believe that in these cases the decision to withdraw
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reason, I believe these cases should not be brought
to court, except when they involve malpractice.”

Physician (who selected “Somewhat agree
with decisions made” and “Typified as failure to
render assistance”): “In this case the withdrawal of
mechanical ventilation is very difficult. Given the
patient’s age, I would consider he was autonomous
(before the car crash) and, if he had advance direc-
tives, it might be all right to withhold ventilation
in case of worsening of his condition, but if he
needed it from the beginning, it would be a very
difficult decision.”

Physician (who selected “Strongly agree with
decisions made” and “No crime typified”): “The
case would fit the definition of persistent vegeta-
tive state, which is one of the clinical conditions
that poses the possibility of withdrawing life sup-
port. The decision made is reasonable, even more
if Pedro’s opinion regarding the situation was
known.”

Investigating judge (who selected “Strongly
agree with decisions made” and “No crime typi-
fied”): “I would decide in accordance with legal
provisions and the evidence presented in each
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specific case, after verifying there is really no pos-
sible treatment. Once every point in the case has
been verified, there would be no crime.”

Judge (who selected “Strongly agree with deci-
sions made” and “No crime typified”): “I think this
case is like the other two. In this case, the risk of
death was inevitable and the procedure was only
delaying the result; it would not be reproachable
because it neither caused nor increased the risk.
It only caused it earlier and, according to some
opinions, this does not constitute a crime.”

Appeal court judge (who selected “Strongly
agree with decisions made” and “Typified as
intentional homicide”): “Even though I strongly
agree with the decision, as a judge, if I was asked
to intervene in the case, I would consider different
situations that may relieve parties from liability;
however, from a strictly dogmatic stance, it is an
intentional homicide by negligence.”

Judge (who selected “Strongly agree with deci-
sions made” and “No crime typified”): “I believe
this is a case established in the organ donation
law.”

Criminal defense lawyer (who selected “Dis-
agree with decisions made,” “Typified as failure
to render assistance,” and “Inciting a person to
commit suicide”): “A matter to consider would
be what sentence would be more benign towards
parents and physicians.”

Investigating judge (who selected “Strongly
agree with decisions made” and “Typified as
intentional homicide”): “A cause for justification
that rules out illegality or a cause that would re-
lieve parties from liability. Although the case fits
the definition of intentional homicide, I would
always look for a justification or a cause that would
relieve parties from liability: a necessity based on
the case-specific circumstances.”

Judge (who selected “Disagree with decisions
made” and “Typified as intentional homicide”):
“Euthanasia represents the patient’s right to decide
how and when to die, but only seeking to relieve
that person from intense suffering and merciless
agony resulting from a severe and incurable dis-
ease. In Argentina, euthanasia is forbidden, unlike
what occurs in Uruguay and the Netherlands,
where a law has been passed to regulate it. Even
though the Criminal Code projects submitted in
1937, 1941, and 1960 established that “mercy
killing” should be differentiated from intentional
homicide, euthanasia was not justified, it was still
punishable, but differentiated based on its serious-
ness. Therefore, and based on current legislation,
the case described here is punishable.”

VOLUME 5 NUMBER 3 WINTER 2019

Investigating judge (who selected “Disagree
with decisions made” and “Typified as intentional
homicide”): “This crime is worsened because his
parents are committing it and may be mitigated by
an allegation of violent emotion.”

Degree of Agreement with Withdrawal of Mechanical
Ventilation, Withdrawal of Hydration and Parenteral
and/or Enteral Feeding, and Change of Opinion in the
Presence of Advance Medical Directives Requesting
the Withdrawal or Withholding of Mechanical
Ventilation or Artificial Hydration and Feeding

Judge (who selected “Strongly agree with de-
cisions made,” “No crime typified,” and “Would
change my answer”): “Under the same circum-
stances of this case, ie, if the parents knew about
and agreed with his living will.”

Judge (who selected “Disagree with decisions
made” and refrained from commenting on the
type of crime, and indicated “Would change my
answer”): “In this case, the patient is a 15-year-
old adolescent. It would have been important to
know that he did not want to live in that condition
either.”

Physician (who selected “Strongly agree with
decisions made,” “No crime typified,” and “Would
change my answer”): “For (d) and (e), I believe
the decision is up to the parents, and physicians
should collaborate with them to reach the best pos-
sible end when there are no chances of recovery.”

Judge (who selected “Strongly agree with de-
cisions made,” “Typified as wrongful death,” and
“Would not change my answer”): “I would also ask
for a consent document, and respect the patient’s
autonomy, will, and freedom.”

Public defender of minors and legally incom-
petent persons (who selected “Somewhat agree
with decisions made,” “No crime typified,” and
“Would change my opinion”): “If we assume that
advance directives were made by a young adult
(older than 14 years old).”

Appeal court judge (who selected “Disagree
with decisions made,” “Typified as wrongful
death,” and “Would not change my decision”):
“It would be interesting to redefine the concept of
pediatric patient.”

Change of Opinion in the Case of Adult Patients
Physician (who selected “Strongly agree with
decisions made,” “No crime typified,” and “Would
change my answer”): “I'would follow the patient’s
advance directives.”
Physician (who selected “Strongly agree with
decisions made,” “No crime typified,” and “Would
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not change my answer”): “Medicine should have
a more humanistic rather than mechanistic ap-
proach. Major technological advances should not
distort that approach. Technology should be at the
service of life, not of death.”

Oral trial court judge (who selected “Strongly
agree with decisions made,” “No crime typified,”
and “Would not change my answer”): “I would
recommend palliative care. Until natural death
occurs, I would privilege palliative care, including
feeding and hydration.”

Criminal defense lawyer (who selected “Dis-
agree with decisions made,” “Typified as failure to
render assistance,” “Inciting a person to commit
suicide,” and “Would change my answer”): “In
the case of an adult, he/she may decide what to
do with his/her life.”

Investigating judge (who selected “Disagree
with decisions made,” “Typified as intentional
homicide,” and “Would change my answer”): “If
the patient was elderly and had AMD [advanced
medical directive].”

It is necessary to request legal authorization

Judge (who selected “Strongly agree with decisions
made,” “Typified as wrongful death,” “No crime
typitied,” and “No need to require legal interven-
tion”): “Medical science is suitable to make a di-
agnosis and establish the necessary procedures to
manage the patient and decide what is right. Legal
intervention would result in a delay and complica-
tions, worsening pain, and distress for the family.”

Judge (who selected “Somewhat agree with
decisions made,” “No crime typified,” and “No
need to require legal intervention”): “According to
Molinario/Aguirre Obarrio, Pasteur was involved
in a similar case (Molinario, Los delitos, volume
I, page 122, Ed. TEA, 1996).”

Judge (who selected “Disagree with decisions
made,” “Typified as intentional homicide,” and
“Need to require legal intervention”): “Given that
this is an action punished by criminal law, it is
necessary to request authorization for each case
in particular.”

Subjective Findings

Among the different opinions, it is worth
noting the opinion of a judge who indicated that
healthcare decisions should be considered in the
setting of the medical relationship, with no need to
bring them before a judge. A different judge high-
lighted that his opinion in this case was different
from that in the other two cases because he felt
that the parents were the ones who did not want
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their son to be in that situation, and considered
the selfishness component on their part. However,
he stressed that, if he had this case in his court,
he would probably consider the family’s dramatic
situation. A prosecutor indicated that withdrawal
or withholding of life support was the result of the
parents’ interest, not that of the patient himself.
He clarified that measures taken did not constitute
a crime, but, if the patient had been breathing on
his own, it would have been a crime to withdraw
feeding and hydration. On their side, physicians
considered that this type of situation should not
be brought to court, except when they involved
malpractice. A physician highlighted that intuba-
tion might have been withheld if that was the pa-
tient’s decision, but if mechanical ventilation was
needed from the beginning, he believed that the
withdrawal of ventilation posed a more difficult
situation.

Most respondents agreed on the withdrawal
of mechanical ventilation (71.42%). However,
when asked about the withdrawal of hydration and
feeding, either parenteral or enteral, the level of
agreement changed: most were against withdrawal
(65.31% for parenteral feeding and 62.74% for
enteral feeding), and this measure appeared to set
the limit between what was acceptable and unac-
ceptable regarding withdrawing or withholding
treatment.

Phrases like “a situation with no reasonable
chances of recovery” and “the patient is capable of
making automatic gestures (smiling, wincing, etc)
but there is no recognizable relation to stimuli”
raised concerns among survey respondents be-
cause they led respondents to believe that the situ-
ation was not as irreversible because the patient
showed some sort of stimuli response.

In general, answers related to this case were
very similar to those given in Case 2 among those
who disagreed with decisions made.

However, for some assumptions (22.22%),
even if respondents strongly agreed with decisions
made, they accepted the withdrawal of mechanical
ventilation but not that of artificial hydration or
feeding (enteral or parenteral).

No respondent changed his/her answer about
the withdrawal of hydration or feeding (enteral or
parenteral), even after explaining that one proce-
dure was more invasive than the other.

For some assumptions, when respondents
were asked if they would change their answer if
the patient was an adult, they indicated that they
would if the patient had advance medical direc-
tives.
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General Subjective Findings

During the interviews, female respondents
appeared to be much more concerned than male
respondents, given that female respondents invari-
ably identified hypothetical subjects as their own
children and attempted to find a reason to prevent
the prosecution of parents and physicians.

Respondents who disagreed with decisions
made believed that a legal authorization would not
change things because it would be as requesting
an “authorization to commit a crime.”

Off the record, some respondents, while chat-
ting between questions during the interview, stated
that not only would physicians be accused of the
typified crime, but parents would even be accused
of being co-perpetrators and receive a longer
sentence according to their relationship with the
victim.

In relation to the type of profession a respon-
dent had, it is worth noting answers given by a
criminal defense lawyer and a prosecutor. The
defense lawyer disagreed with decisions made
and criminalized actions but underscored the
need to consider some sort of mitigation or waiver
of liability, while the prosecutor indicated he
somewhat agreed with decisions made because
he considered they did not constitute any form
of crime. This appears to be contrary to what was
“expected” from their roles, given that a defense
lawyer is believed to be more inclined to share the
situations described while a prosecutor is expected
to have a more critical approach.

A majority of representatives of the National
Judiciary, either judges, defenders, or prosecutors,
expressed, especially when making comments and
even though they criminalized decisions made,
the possibility of such decisions being a privi-
leged type of crime (violent emotion) or a justi-
fied— therefore legal—behavior (informed consent
provided by the patient or his/her parents in his/
her name) or a behavior that, although typical and
illegal, was not reprehensible, either because a dif-
ferent behavior could not be required, it involved
a prohibition mistake, or there was exculpatory
evidence available. A vast majority (88.23%) of
respondents specifically stated the need to ana-
lyze the possibility of a sentence reduction and/
or waiver of liability.

It is also worth noting that most respon-
dents who criminalized one of the actions taken
(73.91%) indicated that they agreed with decisions
made and that they understood the situation from
a human perspective, but considered it a crime
from a strictly legal point of view.
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Both lawyers and physicians highlighted
the importance of asking an ethics committee to
take part in decisions before even considering
requesting a legal authorization. A major role in
the healthcare relationship was assigned to these
committees.
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Moral Courage in the ICU: A Case Analysis
Using a New Approach Adapted from the

Business Ethics Literature

Geert Craenen, MD, MBE, and Peter Koch, PhD

INTRODUCTION

Moral courage has received growing attention
from scholars who have further developed a
shared understanding of the notion and refined
its role in normative frameworks. This improved
understanding of moral courage promises to offer
guidance in navigating difficult ethical dilemmas
in a number of professional realms, including
medicine. In this article we apply a multitiered
framework of moral courage to an ethics consulta-
tion involving a rapidly decompensating patient
in the intensive care unit (ICU). We argue that this
framework provides the conceptual resources to
address the morally salient features of the ethics
consultation case, and thus can assist clinicians
and other medical professionals in resolving di-
lemmas involving moral distress stemming from
wayward authoritative commands. The case is as
follows.

Mr. S. was a 75-year-old man in the ICU of a
Veterans Administration (VA) medical center who
had fulminant liver failure, acute renal failure re-
quiring continuous dialysis, and cardiomyopathy
requiring vasopressors. In addition, he had been
intubated for respiratory failure. Mr. S. had been
nonresponsive for most of his ICU stay.

He had been admitted weeks earlier from a
nursing home for a non-STEMI (a non-ST segment
elevation myocardial infarction), and had a history
of dementia, liver cirrhosis, and esophageal vari-
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ces, all attributable to alcohol abuse. His condition
had continued to decline, including episodes of
gastrointestinal and urogenital hemorrhage and
acute urinary obstruction, requiring several blood
transfusions.

There was a well-documented history of finan-
cial and physical abuse by the patient’s family, and
the previous spring, when he still had capacity to
make such decisions, Mr. S. strongly voiced his
wish that his family not be contacted or involved
in his medical care. The note further documented
Mr. S’s understanding that VA policy states that,
in case of both lack of capacity and lack of surro-
gates, the chief of staff should make decisions for
the patient.

The ethics team was consulted to assist with
goals of care decisions, when the ICU team felt that
Mr. S.’s decline had become irreversible. Hospital
policy is clear that first there must be agreement
among the entire medical team that the medical
situation is irreversible, followed by a discussion
and a vote of concurrence by the ethics committee,
which in turn must be approved by the director
of the medical center. The team reached a con-
sensus that withdrawing life sustaining treatment
was reasonable. The plan for withdrawal did not
include extubation or terminal wean of the venti-
lator, but merely the withdrawal of vasopressors
and hemodialysis to facilitate a rapid but gradual
and easy passing. The clinical ethics consultation
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service supported this resolution unanimously and
carefully explained their reasoning to the medical
center director.

The medical center director, however, refused
to sign the intended plan of care, arguing that the
estranged family might sue if aggressive treatment
was discontinued. The director then placed a hold
on the process in order to pursue legal counsel,
but was unable to reach the legal department. The
administration refused to share the lawyers’ cell
phone numbers with the ethics consultants, who
then had to inform the ICU staff of the medical
director’s decision not to endorse their resolution.
The next day, the patient’s situation worsened
and he started to vomit bright red blood around
his endotracheal tube, acutely exacerbating the
team’s distress. The ICU attending physician uni-
laterally ordered withdrawal of the vasopressors
on the strength of the ethics committee’s previous
recommendation, which led to the patient dying.
Approximately four hours later, the form bearing
the director’s signature permitting the withdrawal
of aggressive life-sustaining treatment did arrive
in the ICU.

The ICU staff expressed great moral distress
at having to see their patient die while vomiting
blood, when a timelier withdrawal of aggressive
life sustaining measures could have made his pass-
ing much more peaceful.

DISCUSSION

The following discussion draws upon a framework
recently proposed in business ethics literature to
provide a qualitative assessment of the moral cour-
age of the two parties involved in this case. Our de-
liberation utilizes this framework of moral courage
to contrast the actions of the ICU physician with
the management of the hospital administration.

Moral Courage
Moral courage is broadly understood to be the
virtue that enables individuals to act according
to their own convictions despite the fear of retali-
ation or punishment.’ Recent qualitative studies
have augmented this definition by identifying
five themes related to the measurement of moral
courage:”

e Moral agency—the predisposition to behave
ethically and work toward what is right;

e Multiple values—the ability to draw on and
weigh multiple sets of values in ethical deci-
sion making;

e Endurance of threats—the conviction to do
what is right or just, despite perceived or real
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threats to oneself;

e Measures beyond compliance—the tendency
to consider more than compliance-based mea-
sures and reflection regarding what is right or
just;

e Moral goals—a virtuous motivation to do what
isright, as opposed to being motivated by self-
interest, eg, for praise or reward.**

These five themes have been quickly adopted
in the modern business scholarship as a useful
means of assessing moral courage,”” and Martinez
and colleagues have applied them to the arena
of medical ethics to develop a survey on moral
courage in the healthcare field.?®® While these
five themes constitute the core features of moral
courage, some authors have pointed out that in
contexts such as medical practice, where norms
or expectations may be less explicit, it may be
challenging and impractical to differentiate and
measure each feature separately.’ Nevertheless, in
our opinion, these five themes, broadly construed,
offer a useful lens through which to analyze the
features of a complex clinical case as they pertain
to moral courage.

Case Analysis
Moral agency—the predisposition to behave
ethically and work toward what is right. Both the
physician and the administration acted as moral
agents; that is, both parties bore the capacity to de-
liberate upon potential courses of action, assess the
ethical dimensions of each, and select one course
of action over the others. The physician chose to
act in a manner that reflected the sacred covenant
between the physician and patient, abiding by the
first rule of medicine: primo non nocere: first, do
no harm. He exercised his moral agency to select
a course of action marked by professional duties
and the virtues of compassion and beneficence.

Although bound by the same covenant, mem-
bers of the hospital administration chose to give
primacy to “contractual” accountabilities towards
other entities, such as their superiors, owners and
shareholders, and the organization at large. In
charitable terms, this could be understood as giv-
ing value to the virtue of prudence. Both parties,
however, fulfilled the criterion of moral agency
in that they were free to choose a course of action
directed towards that which is right, even if they
directed their agency in different ways.

Multiple values—the ability to draw on and
weigh multiple sets of values in ethical decision
making. As moral agents, both parties were tasked
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with identifying and balancing competing sets of
values. The physician was forced to balance the
values of loyalty to his superiors, fiduciary obli-
gations to his patient, integrity as a professional,
and his own self-interest. The administration was
presented with similar sets of values, including
compliance with their institution, fiduciary obli-
gations to the patient, professional integrity, and
organizational interests. Both exercised their abili-
ties to weigh these values, although each balance
generated a distinct course of action.

Endurance of threats—the conviction to do
what is right or just, despite perceived or real
threats to oneself. The decision to persevere
despite threats to oneself is a hallmark of moral

bound by the director’s refusal, he instead chose
to act out of compassion and relieve the patient’s
acute suffering. The administration, however,
sought refuge through hypercompliance by insist-
ing on contacting the legal team despite there being
no formal requirement to do so.'® The system con-
tributes to this with a set of requirements outlined
by hospital policy regarding end-of-life decision
making for unrepresented, incapacitated patients.
The requirements were fulfilled by a unanimous
consensus among the medical team and the ethics
committee regarding a shift to palliation. However,
as a matter of precaution, the administration chose
to “await legal confirmation” in order to proceed
with the committee’s decision. In the highly li-

While the physician could have practiced “moral escapism”
by declaring himself bound by the director’s refusal,
he instead chose to act out of compassion
and relieve the patient’s acute suffering.

courage, and it is this criterion that captures a
particularly salient difference between the ac-
tions of the physician and the administration. By
disobeying his employer and disregarding explicit
instructions, the physician risked institutional
discipline, the termination of his employment,
and the possibility of being reported to boards,
all of which would jeopardize his career. These
threats notwithstanding, he continued to prioritize
compassionate care for the patient. The hospital
administration also perceived a threat, namely that
of legal action by the patient’s family. This threat,
however, was arguably nullified by the patient’s
stated preference to exclude his family from all
aspects of his medical care, in which case, by legal
default, the chief of staff should act as the patient’s
surrogate. The system seems to have failed to
provide for this eventuality and failed to provide
support or enable optimal care.

Measures beyond compliance—the tendency
to consider more than compliance-based measures
and reflect on what is right or just. The physician’s
actions exemplified measures beyond—and in fact
contrary to—compliance, since strict compliance
would call for the physician to abide by the orders
of his superiors. While the physician could have
practiced “moral escapism” by declaring himself
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tigious context of today’s hospital environment,
such hypercompliance is understandable even if
it is, as we suggest, ethically inappropriate. The
actions of the administration in responding to the
perceived threat of litigation at the cost of likely
prolonging a patient’s suffering reflects a system
whose culture relies heavily on legal support and
confirmation, even after ethical confirmation.
Moral goals—a virtuous motivation to do what
is right, as opposed to being motivated by self-
interest such as for praise or reward. Both physi-
cians and hospital administrators professed the
same fundamental moral goals: patient-centered
care, proper stewardship of limited resources, a
supportive care environment, and investment in
the next generation of careproviders. Self-interest,
which includes institutional interests for those
representing a particular institution, is one of
many factors that can derail individuals and ad-
ministrations from achieving these goals. Mount-
ing financial pressures and our culture’s litigious
feeding frenzy, which weigh on both administra-
tors and physicians, have caused a cultural drift
from a teleological ethos of service to patients to
a deontological avoidance of risk and a perceived
pressure to “make good while you can.” What this
often means is a prioritizing of compliance over
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ethics by individuals and an emphasis on perfor-
mance measures rather than the genuine desire to
serve patients.

CONCLUSION

Drawing upon the five themes of moral courage,
as developed by Leslie Sekerka and others in the
field of business ethics,® we identified a new lens
through which to examine an individual clinical
consultation case. We have found Sekerka’s model
useful in analyzing a clinical ethics consultation
and the system within which it takes place. By
recognizing that authentic moral courage includes
the endurance of threats, the model serves to iden-
tify the often nebulous and unnamed dangers of
acting with moral courage in the face of personal
consequences. Further, by identifying the profes-
sional tendency to favor compliance, the model
also aided in demonstrating that, in certain cases,
moral courage is required to counterbalance the
growing culture of hypercompliance. Finally,
this model has drawn attention to the moral goals
of healthcare professionals. At a systems level,
cases such as this suggest that we are witnessing
a cultural drift in healthcare leadership away
from patient-centered goals and towards a realm
marked by compliance, performance measures,
and budgetary incentives of the new healthcare
executives. Moral courage has received much at-
tention in recent business literature and is a topic
from which such newly styled healthcare execu-
tives might derive some much needed inspiration
in organizing our healthcare systems.®-*
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Physician Ethics:

How Billing Relates to Patient Care

Saba Fatima, PhD

On a beautiful autumn day, I received a call
at work from a neighbor who had found my uncle
confused and disoriented while he was on his
walk. When I arrived, I learned that my uncle
had suddenly become shaky and had fallen face
forward on a concrete trail. His face was badly
bruised, front teeth were loose, and he was still
rattled. As I assessed his condition in a state of
panic, I remember thinking: “do we need to go to
the emergency room?” My uncle was uninsured
and, having dealt with his previous medical bills,
I had an idea of how expensive this visit could
be. Precious moments later, I chastised myself
for thinking about the costs, and rushed him to
the nearest ER. I found myself informing the ER
physician that my uncle was uninsured and to
take that into consideration when ordering tests.
After the initial evaluation, to our surprise, the
ER physician conceded that my uncle’s syncopal
event was most likely from hypoglycemia and that
she would spare us the full cardiac workup. Soon
after, he was discharged for home.

What is the role of physicians in such a quan-
dary? Are there situations where they should be
aware of a patient’s inability to pay, or would that
inevitably harm the patient’s interest to be treated
without bias? Can doctors holistically treat a pa-
tient while purposely remaining unaware of the
patient’s financial situation and of the conditions
of systemic inequality in healthcare access? I argue
that they cannot.

Journal of Hospital Ethics

Our present system is far from adequate in
terms of making healthcare financially accessible
to all. The brunt of the current White House’s effort
to dismantle the Affordable Care Act (ACA) will
be borne by lower income families and negatively
impact women’s reproductive health.! But even be-
fore this administration took office, premiums were
expected to rise by 25% in some areas, Aetna had
already withdrawn from the ACA health insurance
exchange, and Humana and UnitedHealth Group
were reducing their participation in the exchange.?
Now, with no initiatives on the part of the govern-
ment to encourage enrollment or expand coverage,
it has become clear that many more people will be
priced out of affordable healthcare plans, or will
be left with crippling premiums or inadequate
coverage.

While this article is not about the ACA, the
urgency of the current social and political cir-
cumstances do prompt the sort of moral inquires
that ought to lead physicians to re-examine their
relationship to billing. I argue that given our
predicament, in which the number of uninsured
Americans is only likely to go up drastically from
the current 28 million,*it is imperative that phy-
sicians re-evaluate many of the ethical consider-
ations about billing that are ultimately inseparable
from patients’ care. For the purposes of this article,
billing refers to the act of coding patients’ proce-
dures on part of the physician, and my concerns
herein only encompass any impact such coding
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may have on patients’ health. This thesis emerges
from a commitment to the fundamental obligation
that physicians have, namely to heal patients and/
or manage their suffering.

ETHICAL CONSIDERATIONS

This article is not concerned about clear cases of
fraud wherein a physician is willfully dishonest in
billing. The focus of this article is on the structural
aspects of billing that make the commitment to
patients’ care ethically problematic. Below, I con-
sider three structural considerations that ought to
prompt physicians to broaden their understanding
of the ethical aspects of billing not to be merely
about cases of fraud, but fundamentally about
managing patients’ health.

PHYSICIAN INCENTIVE

Medical billing serves an administrative purpose.
It allows for documentation of a patient’s visit and
generates a charge. Whether related to an initial
encounter or a follow up, medical billing can be
separated into different levels of services, eg, I, II,
or III, each successively worth more in revenue.
Choosing which level can be based on time spent
with the patient, the level of medical decision mak-
ing required, or the patient’s acuity. In order for
the billing code to be accepted, the documentation
of the encounter has to meet a minimum require-
ment. Electronic medical record (EMR) software
often automatically populates a careprovider’s
note to reflect the highest level, leaving it to the
physician’s discretion to code the service down if
need be. These codes are then used to reimburse
careproviders for their services. However, often
other significant financial incentives drive bill-
ing. Many large corporations and medical groups
track physician employees’ productivity through
billing and incentivize the physicians to increase
their volume and meet billing goals. A physician’s
livelihood can be tied closely with what is billed,
whether it is in the fee-for-service model, wherein
each service generates income for the physician, or
a relative value unit (RVU) based model, wherein
the doctor earns a base salary and receives ad-
ditional compensation for productivity above a
certain threshold. Although the task of billing may
seem primarily administrative in nature, tying it
to a physician’s compensation may at least create
an appearance of impropriety.

It makes sense that a physician’s compensation
vary with the complexity of the service offered. On
the other hand, it creates the sort of environment
in which a physician may code up reflexively. For
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example, entering the billing code for a urinary
tract infection when there is merely an abnormal
urine test, billing for chronic obstructive pulmo-
nary disease if a patient has shortness of breath and
mentioned tobacco use, or billing for diabetes with
kidney disease, when the patient just has diabetes.
Such careless billing not only wastes taxpayers’
dollars and raises premiums for insured patients,
but also results in patients’ medical histories be-
ing recorded falsely. Here, it is important to note
that the frequency of such behavior is not the core
issue; rather, it is that billing systems are often set
up in ways that give at least the appearance of im-
propriety and can foster environments that are not
optimum for patients’ health. As such, physicians
must examine financial conflict of interests and
recognize coding as an ethically relevant activity,
so that they can begin to take steps to remedy such
an environment.

MEDICAL COSTS AND HEALTH

One of the main reasons that billing ought to be
intertwined with ethical aspects of patients’ care
is that lifesaving medicine is financially out of
reach for many patients. This situation generates
anxiety in patients regarding their ability to cover
medical expenses and becomes a direct obstacle
for patients and their caregivers. The thought of
having your wages taken by debt collectors can fur-
ther exacerbate feelings of isolation and engender
resentment towards the medical establishment.
According to a study by the Consumer Financial
Protection Bureau, medical debt is the most com-
mon type of debt for which debt collectors contact
consumers.* In extreme cases, financial debt can
contribute toward depression and suicide. A 2015
study reported that suicide rates for adults aged 40
and 64 had increased about 40% since 1999, with
a sudden increase in 2007, when the United States
dipped into a historical financial crisis.° Research-
ers found that external economic factors—job loss,
bankruptcies, foreclosures, and other financial
problems—were present in 37.5% of suicides in
2010, up from 33% in 2005. Moreover, this study
focused only on cases of “successful” suicide that
were correlated with economic factors, and did not
consider cases in which financial trouble regarding
the coverage of appropriate healthcare contributed
to medical issues such as depression.

Patients can also face moral judgment for their
inability to pay their medical expenses, leaving
them feeling shamed and helpless. For example,
in March 2017, U.S. Congressman Jason Chaffetz
commented, “Americans have . . . got to make a
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choice. And so maybe, rather than getting that
new iPhone that they just love and they want to
go spend hundreds of dollars on that, maybe they
should invest in their own health care.”® Suggest-
ing that individuals are choosing luxury items over
their own healthcare covertly aims to release the
medical industry and the federal government from
any responsibility for policies that sustain inequity
in terms of access, and place blame squarely on
the shoulders of the very people the policies are
intended to serve.

Nonetheless, medical facilities often and genu-
inely pride themselves on practices that do not
discriminate regarding patients’ abilities to pay,
especially in acute care settings. In emergencies
treatment is neither delayed nor withheld, and
is provided based on the standard of care. How-
ever, when this care results in an accumulation of
insurmountable medical debt, it deters patients
from following up on their care,” or causes them to
ration their medications® so as to make them “last
longer.” Despite best intentions to disentangle the
two, how billing systems are designed and man-
aged becomes an inseparable part of what it means
to care for and treat the patient.

ARBITRARY BILLING SYSTEMS

While healthcare operates within a free market in
the United States, it does not seem to be driven
primarily by consumers. Steven Brill writes about
the business aspects of healthcare in his book
America’s Bitter Pill.° He documents how the
determination of prices for medical procedures
lacks transparency and consistency. For example,
in some areas, insurance companies hold little
bargaining power over hospitals that serve large
portions of a local population. This is because in-
surance companies will be unable to sell policies if
they do not include these hospitals in their cover-
age. In this way, hospitals hold most of the control
in the negotiation of prices. Furthermore, accord-
ing to Brill, the charge-description master (CDM)
that lists the prices of all medical procedures,
services, and goods that a hospital can provide to
its patients, varies—often quite arbitrarily—across
hospitals and regions. The same procedure can be
billed quite differently between hospitals within
the same region. Moreover, patients often have
little to no knowledge of their procedural costs
prior to being admitted. Even within the same
facility, different insurance companies can negoti-
ate different discounts. Besides the arbitrariness
of differing insurance rates, negotiated rates are
obtained by giving health insurance companies
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discounts off the full sticker price for that proce-
dure. In order to demonstrate that the procedure
would have cost the full sticker price, the hospital
must to charge the full price to someone, and that
someone is often the most financially vulnerable:
the uninsured patient.’® Some hospitals do offer
self-pay patients discounts for full payments, but
the charges are still not market driven, and are
quite high for patients who pay out of pocket.

While there are many products within the gen-
eral marketplace that might seem arbitrarily priced,
or have high mark ups (such as the aforementioned
iPhone), these products are generally not essential
to one’s life in the same way that access to medical
care is, and consumers can choose not to buy these
non-essential items. It is also true that hospitals
must provide care in cases of emergency, but that
care does not extend to a continuity of care for
financially strapped individuals. Thus, these in-
dividuals may not have access to healthcare until
their condition becomes acute. These emergent
care cases act as a temporary dressing on gaping
wounds, in terms of the financial cost incurred by
the healthcare system and, more importantly, in
terms of patients’ long-term health. It should not be
the case that for something as vital as true access
to healthcare, we retain a “free market” framework
that does not include a serious restructuring of
billing practices from an ethical lens.

AN ETHICAL COMMITMENT

Critics may worry that conceptualizing billing
practices as an ethical aspect of patients’ care
may make patients’ care more consumerist. It is
certainly possible that knowing the financial status
of patients could certainly bias physicians to treat
them differently. From the physician’s perspective,
although it is considered a good standard practice
to be aware of which services a patient is able to
access (eg, in discharge planning), being blind to a
patient’s billing source may seem better since the
physician is providing the necessary care without
discriminating on the basis of the patient’s socio-
economic status. However, what a physician may
not realize is that the discrimination has already
occurred in the patient’s selection—ie, in who
comes in to seek medical care—and further social
discrimination can occur in relation to a patient’s
subsequent inability to pay.

In an ideal world, it would seem morally in-
tuitive for physicians to divorce themselves from
such concerns in order to provide unbiased and
nondiscriminatory care. However, deriving a bill-
ing system from an ideal model of the world fails
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to solve the very problems the system is supposed
to solve. Philosopher Charles Mills'! distinguished
between two different conceptions of the ideal:
ideal-as-model: these are descriptive models that
represent crucial aspect of something; and ideal-as-
idealized-model: these are a representation of what
something should be like. Mills expresses that the
latter conception of the ideal is problematic when
it abstracts away from actual injustices. That is to
say, ethical prescriptions that arise from an ideal-
ized view of the world end up not remedying the
social injustices in society because their starting
point abstracts away from those very inequities.
However, our world is not an ideal one; social
inequities do exist, many of which are institution-
alized and systemic. Thus, any effort to remedy
those inequities cannot begin by imagining that
we live in an ideal world. Rather, we must take
these inequities actively into account while aiming

fort by physicians to advocate for gun violence
research. On the surface, it may appear outside of
the professional purview of a physician’s obliga-
tions to get involved in the national debate on gun
violence. However, in 2016, following one of the
deadliest mass shootings in Orlando Florida, the
American Medical Association joined the Ameri-
can College of Physicians and the American Col-
lege of Surgeons' to declare gun violence a public
health crisis and to push for renewed research.
On a more individual basis, a 2014 New England
Journal of Medicine editorial®*by two pediatri-
cians argued that doctors and other healthcare
providers should act as patients’ advocates and
support broader policies related to family leave.
They argued that such policies are linked intri-
cately to caring for children. This is all to say that
it is not odd or unprecedented to understand the
bureaucracy of billing in terms of a physician’s

Any attempt to think pragmatically about what it means to treat
patients ethically must consider the very reality of economic
inequities in bealthcare access.

for the normative ideal. In this particular case of
the healthcare system in the United States, one’s
access to healthcare is dependent on economic
inequities. We can aspire for an ideal world in
which physicians do not have to be concerned
with issues of billing, provided that we are realistic
about how things actually are. So any attempt to
think pragmatically about what it means to treat
patients ethically must consider the very reality
of economic inequities in healthcare access, and
not shy away from those realities under the guise
of providing “impartial” care.

Some critics might also say that physicians do
not have much control over the bureaucratic medi-
cal billing system. It is indeed true that physicians
are quite disconnected from day-to-day feedback
on how billing systems should work, and one
might say that it is not their job to become actively
involved in fixing this complex system. However,
there have been instances when what may have
seemed like bureaucratic policy changes were
linked explicitly to physicians’ ability to provide
care to patients. One example is the general ef-
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telos, especially when it directly corresponds to
the health concerns of patients at large.

It is imperative that further research be con-
ducted on what it would mean for physicians to
broaden their moral scope of practice as it relates to
billing. A possible route might be that we teach this
as a part of medical resident training. That would
allow physicians to rethink patients’ care in more
holistic and comprehensive ways. It may also push
physicians to be more involved collectively and
individually to change our billing practices to bet-
ter patients’ care. This can be done through either
advocacy for mandates and penalties to increase
coverage' or advocacy for some form of single-
payer system."” While the path forward needs an
empirically based solution, it is clear that physi-
cians cannot fully care for their patients without
taking into account their patients’ accessibility to
care. If we stick with the current outlook on bill-
ing as not located within the purview of the ethics
of patients’ care, then physicians will inevitably
remain enablers of, and complicit within, a broken
and unethical system.
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Patients Without Social Support Need Extra
Care, Too: A Gap in the Literature;

A Systems Solution

Jamie Carlin Watson, PhD, and Evan G. DeRenzo, PhD

INTRODUCTION

Patients who are capacitated but lack social sup-
port systems, such as a stable home or close rela-
tionships, can be vulnerable in some of the ways
that unrepresented patients are vulnerable. For
purposes of this article, unrepresented patients
(sometimes called “unbefriended”) are patients
who are decisionally incapacitated, lack advance
directives for their healthcare choices, and have
no surrogate decision maker.! The type of patient
we focus on in this article is decisionally capaci-
tated but is otherwise similar to the unrepresented
patient. These similarities, combined with new
insights into the difficulties of medical decision
making, suggest that these patients can share some
vulnerabilities with unrepresented patients, such
as more difficult advance care planning, difficulty
understanding and using medical information, and
limited treatment and discharge options. But since
these patients have decisional capacity, it is easy to
treat them the same as patients with stronger social
supports. We argue that identifying and caring for
this population is a systems issue and an organi-
zational ethics problem that hospitals can address
through education, policy, workflow design, and,
in some cases, partnering with community organi-
zations. We conclude by highlighting an example
of a community partnership that is currently work-
ing in Phoenix, Arizona, and that might serve as a
starting point for nationwide discussion.
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In both of our hospitals (one a large, private,
teaching and research hospital, and the other a
medium-sized state academic medical center), a
noticeable portion of our patient population has
decisional capacity but is either homeless or lacks
relationships with people who could help them
with medical care. We will call these “decisionally
isolated” patients.? We would like to introduce the
concept of the “decisionally isolated patient” into
the literature. Although this decade has seen a bur-
geoning literature on “unbefriended” or “unrepre-
sented” patients,*** decisionally isolated patients
have been largely invisible in the literature. For
the reasons we discuss in this article, this gap in
the literature makes it harder to see these patients
and understand the obstacles many of them face
when hospitalized in acute care settings.

By decisionally isolated, we do not mean
people who merely live alone, whose loved ones
live far away, or who have close friends they don’t
speak with often. A person may be decisionally
isolated because his or her family or friends are
unavailable to hear and discuss medical decisions
when the patient needs them (either because of
work or unreliable communication options). Per-
haps family or friends are unwilling to help with
or make those decisions (whether because they
are uncomfortable making such decisions, don’t
understand them, or have a strained relationship
with the patient). Perhaps they are unqualified to
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make such decisions (because they are a minor,
are under the supervision of a state guardian due
to mental incompetence, or have a known conflict
of interest with the patient’s expressed wishes?).
Thus, a decisionally isolated patient may or may
not be alone in the world—such a patient may have
friends and loved ones—but simply lack someone
to help make medical decisions or to make medi-
cal decisions on his or her behalf in cases wherein
there is a loss of capacity.

THE CHALLENGES OF DECISIONAL ISOLATION

Our understanding of how patients comprehend
and use medical information has changed dramati-
cally since 1982, when the term “shared decision
making” first appeared in the President’s Commis-
sion report Making Health Care Decisions.”® The
ideas that patients have valuable information to
contribute to their medical decisions, that both
patients and physicians can be biased in ways
they do not easily recognize, and that most of the
population struggles with low health literacy, have
led to a flurry of new strategies for helping patients
participate in their healthcare. These insights are
being incorporated in beneficial ways throughout
hospitals, from more readable healthcare forms to
the use of teach-back to ensure understanding.?¢*’
But there is still much to do when it comes to in-
corporating best practices in health literacy using
hospital services (such as patient advocacy and
ethics consultation) efficiently. In particular, we
have work to do in identifying patients who need
extra support when making medical decisions.

Knowledge Is a Social Process

The literature on the general difficulties of making
medical decisions suggests at least three reasons
that decisionally isolated patients may face more
challenges than patients who have stronger deci-
sional connections. First, the literature suggests
that knowing is a social rather than an individual
process. While classic discussions of informed
consent focus on giving individual patients infor-
mation they can use on their own to make deci-
sions they perceive to be in their interests, Rebecca
Kukla* argues that the capacity for autonomous
decision making is grounded less in individual
liberty and self-reliance and more in competence
and responsibility. And since our competence and
sense of responsibility emerges as a product of
deep social dependence on, and trust in, others,
we make the best decisions for ourselves when we
can engage with those who share part of our past
and can help us frame our current situation in light
of our values. Engaging with others, in person or
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even online, can give us an understanding of the
real practical and emotional impact of living with
a particular disability, or of undergoing certain pro-
cedures—fertility treatments or chemotherapy, for
instance. Such narrative and emotional knowledge
is often crucial to high-quality, practical delibera-
tion and decision making. This is a form of ex-
pertise that cannot be neatly categorized as either
“factual” knowledge or knowledge of “values,” but
it is certainly a kind of medical knowledge that is
highly relevant for patients.?®%?

Further, Kukla explains that a doctor can-
not engage with us in this intimate way because
“this is not the kind of understanding that she
gains from clinical experience—she is an out-
sider whose contact with her patients’ lives is
sporadic and mediated by a specific professional
relation-ship.”#®%? Not only do doctors not have
the relevant experience as a patient or with the
particular patient, Robert Veatch?’ reminds us that
doctors bring value-laden assumptions about what
is medically beneficial to the table that patients
might not share.2°(p705706)

If knowledge is a social process and doctors
can offer only minimal decision support, those
who most help patients understand, appreciate,
and make medical decisions are those who know
them best. Thus, patients who are decisionally
isolated face significantly stronger challenges to
autonomous decision making than those with
greater social support.

The Problem of Low Health Literacy

Second, there is a growing literature reporting that
a majority of people in the United States struggle
with low health literacy. Health literacy is the
ability to access, understand, and use health in-
formation to make good medical decisions. People
with low health literacy have a higher incidence
of emergency department visits, higher medical
costs, and worse overall medical outcomes.*
What’s troubling for our purpose is that, while
over 80% of people in the US struggle with health
information, low health literacy disproportionately
affects minorities, people over a certain age, and
people with little formal education.*® To the extent
that decisionally isolated patients are comprised
of those with low health literacy, they are dispro-
portionately affected by a diminished ability to
access, understand, or act on health information,
and we have a responsibility to address that need.

Vulnerabilities Compound
Third, we know that different forms of stress
compromise decision-making capacity to varying
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degrees. Pain, trauma, fear, illness, the foreignness
of medical language, or even the strangeness of
the medical environment, can diminish patients’
ability to understand information relevant to their
decisions. Many patients, regardless of age or
educational background, retain little of what they
hear in clinical conversations. Each of these consti-
tutes a type of vulnerability—a circumstance that
renders a patient at greater risk for making poorly
informed or less informed decisions.

What the social justice literature has found
is that, as the number of vulnerabilities increase,
they exert a compound negative effect on decision
making, thereby raising the risks associated with
those vulnerabilities.* This means we can use the

psychiatric units in the hospital before she or he
is stable enough for interventions that require
consent. This complex web of conditionals makes
it impractical to know how many decisionally
isolated patients are admitted at any given time.
Further, patients who initially seem decision-
ally isolated often have family or friends who
arrive or are discovered by a social worker when
decision making becomes imminent. There is no
predictable time for an electronic medical record
(EMR) flow sheet to prompt a careprovider to in-
quire about decision makers in the event a patient
is incapacitated because every patient’s trajectory
will be slightly different. The only general rule
seems to be: if and when a patient has or regains

Pain, trauma, fear, illness, the foreignness of medical language,
or even the strangeness of the medical environment,
can diminish patients’ ability to understand
information relevant to their decisions.

number of vulnerabilities a patient experiences as a
gauge for the level of decisional support they may
need. While all patients face the vulnerability of
their illness and perhaps low health literacy (and
so require more thorough consent procedures and
best practices in health literacy), when combined
with homelessness or the fear of not being able to
cook dinner for themselves, patients face a daunt-
ing aggregate of risks.

CHALLENGES FOR THE DECISIONALLY
ISOLATED PATIENT

Advance Care Planning

Decisional isolation can present challenges similar
to those of unrepresented patients. As with the lat-
ter, caring for a decisionally isolated patient in the
acute care setting is a complex systems problem.
One challenge is identifying patients who lack
social support. Upon a patient’s arrival, especially
if they arrive through the emergency department,
we often do not know whether they are able, or
will be able, to make their own decisions.

Under the umbrella of “emergent care,” a
patient could move through multiple intensive
care units (ICUs), and then potentially onto any
of dozens of possible medical, surgical, and/or
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capacity, any discussion about his or her condi-
tion, medical needs, and likely trajectory should
include a discussion of people who could support
the patient in decision making or make decisions
on his or her behalf, should the patient lose capac-
ity.

Options on living will documents are notori-
ously incomplete and vague, requiring a good deal
of interpretation. And any specific requests can be
equally unclear and even more idiosyncratic. In the
absence of family members or friends with whom
such documents were discussed, strangers are left
to interpret what the patient intended. Further,
patients are not good at thinking through the many
possible contingencies, caveats, and outcomes that
could affect their sense of self and quality of life.
Without someone trained to talk through possible
paths with them, their preferences can be overly
narrow with limited nuance. And, of course, there
is no one to list as power of attorney for healthcare.

Navigating the Healthcare System

One validated screening question for low health
literacy asks, “How confident are you filling out
medical forms by yourself?”?*? The implication
is that, if you have low health literacy, then you
need additional help navigating the healthcare
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system, including help completing paperwork,
finding your way to various parts of a hospital, and
adhering to your prescription regimen. A number
of initiatives have been developed to help make
health information easier to understand and use,
including plain language writing for patients’ in-
formation, teach-back techniques in the informed
consent process, and simplified drug-regimen
templates to reduce errors in medication dosing.
But these initiatives can only help patients with
the basics: understanding their health problem
and how to get help. They do not help patients
get a second opinion, find alternative sources of
information, interpret a medical diagnosis in light
of their values, or weigh the risks and benefits of
a treatment plan. For those tasks, other people are
necessary.

Post-Treatment Care

Perhaps the most difficult aspect of decision mak-
ing for decisionally isolated patients is how to
reason about their posttreatment needs. If patients
need surgery, where will they recover? Will they
be able to shower and dress themselves at home?
How will they eat while they recover? Can they
get to the clinic for their posttreatment needs or
follow-up care?

Patients who have lived alone for a long time,
particularly patients who have managed their
homelessness with reasonable success, might not
recognize the additional risks that go along with
medical frailty. They might think they can call
911, but have they considered what might happen
if they lose mobility or consciousness? Is there a
safety net in place if no one hears from them for a
day or two? These patients need someone who can
help them think through these possible complica-
tions.

Perhaps a more concerning possibility is that
a patient understands these risks profoundly and
either refuses a treatment or chooses a suboptimal
treatment on the basis of this fear, but does not
explain this to the doctor. In these cases, even if
there are social supports that could address these
concerns, the patient will not get the opportunity
to know about them.

Providing care to the decisionally isolated
becomes even more complicated when their
decisional capacity fluctuates or is assessed to
be fairly weak. Without someone to serve as an
advocate, marginally capacitated patients may
exhibit behaviors such as refusal of care or refusal
to communicate that may be the result of confusion
or frustration, rather than authentic expressions.
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CARING FOR DECISIONALLY ISOLATED PATIENTS
When patients are considered capacitated, clini-
cians have a disinclination to intervene in deci-
sion making, which arguably may have become
ingrained through their medical training. Unless
there is a complement of staff trained to identify
and provide specialized assistance to patients who
may need decisional support, decisionally isolated
patients can languish in the hospital. A capaci-
tated patient may ask to leave and be discharged
even if no one has assessed whether the patient
understands how she or he could benefit from
additional care. If a capacitated patient refuses an
intervention, that refusal is often accepted with-
out further discussion, even if the patient has not
been provided with the decisional support he or
she would need to know whether the intervention
would serve the patient’s interests.

These problems suggest the need for systems
that help identify and support decisionally iso-
lated patients as they move through the healthcare
system, from admission to discharge to a stable
environment. In this final section, we offer four
places to start addressing this gap in care.

Staff Education

EMRs are powerful data collecting tools, and if a
program that flags decisionally isolated patients
early in admission could be developed, this would
go a long way toward thorough care planning for
admission and discharge. The central question for
patients to answer is simply: Is there someone who
can help you make medical decisions, or could
make them for you in case you lose capacity? If the
answer is no, a flag could suggest a page be sent to
social work, case management, patient advocacy,
or the ethics consultation service.

As noted earlier, however, it is unclear where
such a flag should be initiated in the workflow, or
by whom. This means that, for now, identifying
decisionally isolated patients is a human resource
challenge that must be met through staff education.
Staff should be apprised that they have the author-
ity to ask whether a patient has decisional support
or a potential surrogate decision maker at any time.
And they should be aware of hospital resources to
help find those answers. Clinical social workers
are trained to help with complex discharge and
post-op planning. Ethicists are trained to engage
in discussions regarding values, to help patients
reason through their realistic options, and to nudge
clinicians to give patients enough time to reason
and talk through their values and preferences, time
that might be condensed if they are supported by
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people who know them well. A multidisciplinary
approach to patient care can address many prob-
lems before they turn critical.

Policy and Workflow

Clinics and hospital units have distinct cultures
and hierarchies. Policies and workflows that en-
courage regular, interdisciplinary team meetings
and family meetings allow services that address
social issues, such as social work and case manage-
ment, the opportunity to learn early in a patients’
admission whether they need additional support.

Workflows that keep documented informa-
tion about family and friends, named surrogates,
or durable powers of attorney for healthcare in a
central or consistent location, whether physically
or in the EMR, can nudge staff to collect this in-
formation and make it more noticeable when this
information is missing.

Further, teams that embrace the help of ethics
consultants can develop unit policies that notify
ethics when decisionally isolated patients might
benefit from discussions devoted to advance care
planning or weighing values and preferences
against risks, benefits, and alternatives.

Community Partnerships to Help Decisionally
Isolated Patients

Once ready for discharge, troubles for the decision-
ally isolated increase substantially. Many patients
are homeless or have tenuous employment and
living conditions. And whatever illness brought
them to the hospital may result in patients being
further debilitated once their acute care needs have
been met, so that returning to their previous life-
style would be unsafe from a medical perspective.

Many patients who have been homeless,
whether by circumstance or preference, want to
return to the street after treatment. Those who have
entered the hospital from uncertain employment
or housing may be experiencing illnesses that have
rendered them unable to return to that employ-
ment or housing. If a patient were incapacitated
and unrepresented, social work could pursue
state guardianship to help manage his or her post-
discharge care. But for the decisionally isolated,
capacitated patient, guardianship is not an option.
So, what might be an option for the patient?

If an ideal discharge for a patient is to a rehabil-
itation facility, the scarcity of possible placements
can result in long discharge delays. In turn, such
delays can reduce a patient’s window of opportu-
nity to regain strength and functional capabilities.
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And by the time rehabilitation placement is found,
a patient’s ability to meet criteria has passed. In
our experience, if there is any mention of behav-
ioral or drug abuse problems in a patient’s record,
discharge efforts to outpatient healthcare systems
can come to a screeching halt.

If a decisionally isolated patient, who is also
homeless, is sufficiently stable to move out of the
hospital into the community at large, there are few
living arrangements that are set up to manage the
outpatient needs of such patients, such as trans-
portation to and from follow-up appointments,
trips to the pharmacy or grocery store, and help
with daily living.

For those who were homeless prior to hospi-
talization and who are too medically fragile to be
discharged back to the street, even if that’s what
they want, the hospital seemingly faces an ethical
dilemma. It has to balance an ethical duty to safely
discharge a patient with the likely risks of detain-
ing a capacitated patient against his or her will.

This dilemma, however, is an organizational
problem of our own making, and with some care-
ful and creative planning, there is a way out of it.
Many cities already have beds that can be used
by the homeless after hospitalization. But for the
most part these efforts are insufficient to meet the
need. During a telephone conversation with the
National Healthcare for the Homeless Council, we
discovered that in the District of Columbia, for ex-
ample, there are only 34 male-only beds, and none
for women or families; in Little Rock, Arkansas,
there is only one shelter that can accommodate
minimal medical needs for 200 men and 40 women
(stairwells prevent them from accommodating
wheelchairs). According to the council, there
are approximately 70 homeless respite programs
around the country. These programs all tend to be
more or less patchwork efforts by persons or orga-
nizations that are designed to cobble together what
resources can be brought to bear to provide respite
care for homeless, medically fragile patients who
are ready to be discharged. To be sure, if former
patients choose and are able to leave these facili-
ties, then no one should stop them. As Veatch®
suggests, we must not succumb to the idea that we
are the arbiters of a life that is safe or meaningful.

A program in Phoenix, Arizona, however,
is something else entirely. Circle the City is a
Phoenix-wide, Phoenix-hospital-wide and major-
donor supported, comprehensive program (provid-
ing housing and possible employment) with 200
respite bed facilities for medically fragile, previ-
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ously homeless, previously hospitalized patients.*
Circle the City is the vision of family physician
Sister Adele of the Sisters of St. Joseph of Caron-
delet. Addressing significant gaps in services for
homeless patients, Circle the City brings together
all the city’s hospitals, major donors, corporate
sponsors, and housing authorities, bolstered by
funding from multiple social service and federal
government agencies to allow patients who were
homeless prior to their hospitalizations a place to
rest and heal. In their materials,*® they claim that
80% of these clients move from Circle the City into
subsidized housing, not back to the street.

Such a program provides benefits all around.
First and foremost, previously homeless, decision-
ally isolated patients have a safe, secure place to be
discharged wherein they have the additional time
and medical services they need to rest and heal.
By working with these clients, the area hospitals
have an extended reach for placement. Such a
program provides the social services needed to
assist clients in obtaining safe, subsidized housing
and allow most to avoid returning to the street and
experience continued readmissions to the city’s
hospitals. With a bit of community engagement,
Circle the City is a model that could be emulated
in many cities across the country.

NEXT STEPS

Although systems for unrepresented patients who
lack decisional capacity are usually a clear path-
way into court systems, pathways for the decision-
ally isolated patient are less clear, if they exist at
all. In the District of Columbia, the next steps are
to harness the reinvigorated bioethics consortium.
This is a group of bioethics representatives from
most of the district’s hospitals who have commit-
ted to working together to solve mutually complex
systems problems. From there, it will be a matter
of partnering with the existing systems focused on
this population, raising funds, increasing available
respite beds for the homeless, and developing the
extended systems partnerships needed to help
clients move from homeless respite to homes of
their own. In Little Rock, the next steps forward are
unclear. The rural surrounding areas and limited
state support for social programs make community
planning difficult. Little by little, however, work-
ing to identify and support these patients on the
front end can go some way toward engaging the
broader community in solving this systems prob-
lem. If Circle the City is any evidence, then little
by little, the state of care for decisionally isolated
patients can be, if not solved, at least improved.
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IN PRACTICE

CASE 1

Dementia and the Institutional Pressure

to Discharge

The Editorial Group of the John J. Lynch, MD Center for Ethics

Complexity: 12 3 4

PRESENTATION

Mr. Moore is an 87-year-old male, brought to the hospital during the early morning after

calling emergency services and complaining of acute chest pain. After a brief work up

by the emergency department (ED), Mr. Moore was not diagnosed to be experiencing a

cardiac event. Nevertheless, the patient insisted vigorously that he was experiencing a

“heart attack” and was ultimately admitted for observation and referred to an inhouse

cardiologist for monitoring and further evaluation.

That afternoon, Dr. Crowell, the assigned cardiolo-
gist, began to review Mr. Moore’s available medical
history and noticed several documented visits to
the hospital, the most recent of which included a
progress note from behavioral health noting Mr.
Moore as having been diagnosed with dementia.
The note was linked to Mr. Moore’s last visit to
the ED three months ago, during which he also
expressed concern that he was experiencing a
life-threatening cardiac event. During this previ-
ous visit, however, Mr. Moore’s complaints were
noted as extending beyond concerns related to
his own heart failure and included claims that his
father (who was later verified to have died when
Mr. Moore was a teenager) was himself presently
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experiencing a heart attack and that he urgently
needed to bring him to the hospital.

Dr. Crowell was able to contact some of the
ED nursing staff and psychiatric team involved
in Mr. Moore’s previous visit and confirmed, in
conjunction with the available medical history,
that after the previous visit’s ED work up similarly
revealed nothing in relation to the patient’s cardiac
health, the staff had contacted psychiatry for an
evaluation. One of the nurses present during both
ED visits commented to Dr. Crowell that, despite
any protocol or standard of practice, he was sur-
prised Mr. Moore was even admitted for further
cardiac observation, given what they knew of his
past medical history and what they had learned
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of his mental health during his previous visit. Dr.
Crowell was now less concerned about Mr. Moore’s
cardiac health, for which he was assigned to the
patient’s care, but wondered if after his routine
observation of Mr. Moore whether allowing him
to be discharged as any other patient, ie, any other
cognitively well-capacitated patient, was the ap-
propriate thing to do.

Confident that Mr. Moore’s 24-hour observa-
tion wouuld yield no cardiologic reason to extend
his hospital admission, Dr. Crowell decided to use
the little time he had while assigned to Mr. Moore
to investigate community service options before
the inevitable discharge occured. Dr. Crowell, like
many hospitalists, knew far too well the constant
pressure that existed to make beds available and
to discharge as soon as medical evaluations failed
to demonstrate the need for hospital retention or
further and costly evaluation. Mr. Moore arrived
by himself to the ED and, during his more lucid
moments, had communicated to the staff that his
only living relative was his single adult son who
lived in Oregon. Although Mr. Moore claimed his
son frequently visited and provided care, he had
stated that he lived alone and cared for himself
under a modest retirement income. Attempts to
contact his son had failed. Dr. Crowell decided to
contact clinical resource management, including
a nurse consultant who served as a community
services liaison.

The team was expected to discharge Mr. Moore
in light of Dr. Crowell’s assessment that there were
no cardiologic concerns.

Although Mr. Moore had documented demen-
tia, he was not demented to have been demented
enough not to pass the cursory capacity assess-
ments that had been administered so far.
Therefore, the discharge planner saw no reason
to hold him much longer, despite the lack of
assurance that a patient with diagnosed demen-
tia  was  apparently  having  difficulty
functioning alone and had no resource for more
frequent and appropriately trained care once
he was home. Moreover, the nature of the
psychiatric diagnosis foresaw problems in Mr.
Moore’s capacity to sustain any home-based self-
care regimen. Although Mr. Moore was
diagnosed with dementia during his previous
visit, the associated discharge summary did not
include instructions related to Mr. Moore’s
home psychiatric care, merely that there was no
cardiac concern. Dr. Crowell was certain that
even if the new summary included the need for
home psychiatric care, there was simply no op-
tion available to provide it. To make things harder,
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staff members had received recent instructions
from hospital administration that current monthly
discharge numbers would have to be increased
if the hospital was to maintain its services to an
ever-enlarging number of incoming patients who
did, in fact, sufficiently meet criteria for immediate
and continued admission.

There were but a few hours left before Dr.
Crowell would sign discharge documents and
release Mr. Moore. He sat by the patient’s bedside,
frustrated about the patient’s impending discharge,
while Mr. Moore again asked about the health of
his dead Father. Dr. Crowell then decided to bring
back the psychiatric team, and, in addition, placed
a call to the clinical bioethics department, request-
ing an ethics consultation. The discharge planners
began contacting outside service providers while
Dr. Crowell requested a new capacity evaluation
to help justify and assist in the service request.

ETHICAL ISSUES

This case illustrates the systemic tension that
often exists between health institutions’ opera-
tional need to maintain a certain patient occupancy
(number of beds available), and the opinion that
certain patients are being discharged too early
and without full attention regarding what sort of
care they might require once they leave. Hospital
systems work hard through administrative efforts
to reduce length of stay via the prompt discharge
of patients whose medical needs have been ad-
dressed, presumably, to the best of the institution’s
ability. Whether a patient is found to be in need
of further medical attention or not, all appropriate
and available medical care has been provided in
accordance with medical diagnoses and standards
of practice, or the care needed is of a sort not
provided by the admitting institution, hospital
administrators are tasked to help meet general
institutional goals related to bed capacity, while
often being the most removed from the particulars
of the relevant case. This removal, however, can
also be understood as systemic, ie, the symptom
of a certain administrative organization. In the
middle of this are those tasked with discharge
planning and whose own values in relation to any
particular case may or may not be in line with the
values of the administrators or the attending physi-
cian and other health staff. The values that might
influence meeting such difficult goals should not
be dismissed as though they are only a matter of
institutional avarice or the considerations of the
merely financially driven character of hospital ad-
ministrators. Without a proper administrative sys-
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tem that is equipped to regulate such constraints
of capacity, certainly the system itself might be
placed at risk or suffer in its fundamental ability
to provide appropriate care.

RECOMMENDATIONS

1. Educationally, Dr. Crowell should be acknowl-
edged by the ethicist for pausing reflectively about
what he believes might be a shortcoming in the
hospital’s meeting its criteria for discharge and in
contemplating whether general standards such as
“all appropriate and available medical care” have
been met in this case.

2. The ethicist can now assist Dr. Crowell in
arranging a swift meeting with the psychiatrist
on call, the discharge team, and the patient. This
could, potentially, allow for the drafting of a
comprehensive discharge summary that not only
includes Mr. Moore’s psychiatric diagnosis, in
order to help form a more effective request for post-
discharge home services, but also provides home
and self-care instructions that could be transmitted
to the external agency providing the care, as well
as Mr. Moore’s son, if he is able to be reached.

3. The ethicist can now recommend the drafting
of a discharge summary and progress notation that
explicitly states Mr. Moore’s comprehensive con-
dition (ie, his negative cardiac work up alongside
the reasons why the discharge-by-policy criteria
was insufficient in its ability to acknowledge the
patient’s full condition), need for post-discharge
care, and perhaps most importantly, any challenges
to that care, given his dementia.

REASONING

We see here both a justifiable systemic value con-
flict in the general administrative push to maintain
basic bed capacity, and a physician who believes
this is a case in which the patient’s care needs
have not been met—that is, that all appropriate
and available medical care has not been provided
to Mr. Moore, despite what might be immediately
available at present and within the hospital’s own
inhouse resources. On the one hand, to charac-
terize the hospital administration as placing in
effect policies and practices that are ignorant to
the struggles of particular medical practitioners
would be to circumvent an attempt to more fully
understand the values that drive those decisions,
and, ultimately, those placed in charge of the de-
sign, implementation, and ongoing regulation of
such institutional policies, ie, the very people who
can assist in the correction of policies that have
perhaps failed to take certain common patient sce-
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narios under consideration in their development.

On the other hand, whereas the nurse who
commented negatively on the need to admit Mr.
Moore appeared to express himself merely in ac-
cordance with the hospital’s administrative goals,
the discharge planners are extending the goals of
the administration as a matter of professional ob-
ligation, although perhaps not from shared values.
Dr. Crowell is most immediately faced with a group
of persons, all of whom presumably work in dif-
ferent capacities alongside her and other bedside
care providers—they are not hospital administra-
tors. In terms of addressing the actual and present
concerns Dr. Crowell has regarding Mr. Moore’s
post-discharge care, it is the discharge team who
is most particularly involved, positioned to make
a practical difference, and from whom she might
invoke a sympathetic response to the time sensitive
circumstances at hand.

An ethicist’s own reflection on this case, what-
ever the outcome is in terms of securing post-dis-
charge care in Mr. Moore’s particular case, should
be to evaluate the conflicts that emerge within this
kind of scenario in a hospital or healthcare system.
The ethicist should recognize the system conflict
as a distinct one, and use his or her organizational
avenues for dialogue (eg, ethics committee, fellow
ethicists, medical affairs, system administrators) to
commence discussion on possible policy changes.
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CASE 2

Patient Safety Protocols and Moral

Distress

The Editorial Group of the John J. Lynch, MD Center for Ethics

Complexity: 12 3 4

PRESENTATION

Mrs. Patricia Carter is a 52-year-old woman, admitted to the hospital for chest pain

via the emergency department. A cardiac examination revealed an urgent need for

bypass surgery, which was immediately arranged. Mrs. Carter was accompanied by

her husband of 25 years and their 22 year-old son, both of whom appeared to be close

to her as well as responsibly involved in her care.

As the nurse assigned to the operating room (OR)
arrived to escort Mrs. Carter to her surgery, she
paused as she noticed the name “Patricia Hol-
man” listed as that of the patient on her hospital
wristband. The OR nurse stopped and explained
to the patient that the label was mistaken and, as a
matter of safety, she could no longer proceed with
taking Mrs. Carter to surgery. Mrs. Carter pointed
to her hanging medications, all of which had her
correct name of “Patricia Carter” listed appropri-
ately, and explained that “Holman” is her maiden
name and that this had not affected her care in any
way, that the attending physician was clear about
the urgent nature of her bypass and to please not
delay the procedure.

The OR nurse was concerned about the pos-
sibility of there being two patients of the name

VOLUME 5 NUMBER 3 WINTER 2019

“Patricia Holman” in the hospital, and that the
pharmacy dispensing technology that mistakenly
printed the wristband could have also provided
someone else’s medical profile that would pose a
safety risk in the OR. That is, if the wrong medica-
tions were listed, administering an inappropriate
medication could put the patient at risk for morbid-
ity or mortality. The standard processes of patient
verification would be inaccurate and, in this case,
the patient would not be able to participate in the
verification of her own name past the point of
anesthesia.

Mrs. Carter and her family appreciated the
concern, but tried to assure the OR nurse that they
were comfortable with the technical mistake and
that they wished to proceed with the surgery right
away. Moreover, the nurse had notified the cardiac
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surgery team. The attending cardiac surgeon and
the nurse verified that the drugs hanging are for the
correct patient and the surgeon emphasized that
the procedure was too urgent to allow for the risk
involved in taking the time to verify and correct
the mistake and have the prescription device print
anew wristband with the correct name. The nurse
checked that Mrs. Carter’s medical record number
(MRN) and date of birth (DOB) on the wristband
were indeed correct, therefore the probability that
it belonged to another patient with the same name
is quite low.

Despite the cardiac team’s advice and the in-
sistence of the patient and her family to proceed
despite the technical error, the OR nurse refused
to take the patient to her surgery. When she saw
another nurse attempting to do so, she called the
ethics department for an urgent consultation.

ETHICAL ISSUES

The ethical issues relevant to this case included:
1. Patient safety in the OR. Were the protocols
well established? Were the protocols appropriate?
What might ethically permit divergence from well
and appropriately established safety protocols?
2. What was the ethical response to a nurse
who identified a safety problem for a patient who
needed emergency surgery?

3. Did the hospital have a robust program for
addressing clinical moral distress?

RECOMMENDATIONS

1. Given that this patient went to surgery with
an incorrect wristband, thorough documentation
should be entered into the patient’s electronic
medical record (EMR). This should include docu-
mentation by the attending physician that the
surgery was emergent and should not have been
postponed to get the wristband error corrected. It
should include documentation by the nurse of the
incident, including the filing of a formal incident
report.

2. Moral distress programming should be given
to the affected team members.

REASONING

The first ethics issue requiring immediate attention
is Mrs. Carter’s health and safety. No matter what
the problem, when professionals are involved in
the care of a patient, the patient always comes first.
Is this truly an emergency? Because if it is not, the
error needs to be corrected before the patient goes
to surgery. If it is emergent, then after confirmation
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that the medications are appropriate for this pa-
tient, there should be no delay in treating an emer-
gency condition in a patient. Everything else can
be worked out later. Nonetheless, to override the
safety systems and take a patient with an incorrect
wristband to the OR presents significant risks, and
so the justification for continuing to surgery before
the problem is fixed needs to be well reasoned.

Just as soon as the patient has gone to the OR,
assuming that the patient’s wristband has not yet
been corrected, the safety systems in the hospital
need to be triggered. The error has to be tracked
down immediately, presumably so that the correct
wristband can be placed on the patient during her
surgery. But while this patient may need to proceed
to the OR with the incorrectly written wristband,
this nurse’s safety alarm went off at the right time.
She was following appropriate standards of prac-
tice to stop progress of a patient to an OR when
there was an anomaly in the established protocols.

In this case, however, default protocols had
not been followed, and so this information must be
provided to the proper entities within the hospital
as quickly as possible. The case indicated that the
wristband was printed in the pharmacy, so the first
call should be to that department.

Then the incident must be filed in the hospi-
tal’s incident reporting system so it can go through
the proper channels to be reviewed at all appro-
priate hospital policy and administrative levels.
The cause of this mistake must be tracked down,
and corrective processes put in place, so it doesn’t
happen in the future. Additionally, the incident
must be documented thoroughly in the patient’s
medical record, so that any other team receiving
the patient will know about the problem and can
be assistive in getting the correct wristband on the
patient.

After the safety issues are addressed, as an
organizational matter, the nurse who spotted the
error ought to be acknowledged. Not only should
the nurse not have been ignored, she should have
been lauded by everyone involved, including her
nursing supervisor, the surgical team taking the
patient to the OR, and the hospital’s administra-
tion. Ethics is quality care. Excellence in care is
first and foremost safe care. Catching errors and
lauding those who do this is a hallmark of an ethi-
cal climate that fosters quality care.

Moral distress is endemic in today’s mod-
ern hospitals, especially large, urban, teaching
hospitals, and must be systemically addressed.
Today, any hospital that does not have an explicit
response to moral distress is behind the curve.
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It is beyond the scope of this case analysis to
speculate on the many factors that contribute to
moral distress in clinicians, the concept itself, or
to support the claim that it needs to be identified
and addressed.

While the majority of recent literature on moral
distress has been generated by the nursing field,*?
it can be found in the physician literature, as well.*
That others ignored or minimized what this nurse
perceived, rightly, to be a significant patient safety
risk is an organizational ethics issue in addition to
the actual threat of harm to the patient. In the eyes
of the OR nurse, Mrs. Carter and her family might
not have sufficiently appreciated the risk involved
in undergoing such a procedure while her hospital
identification remained incorrect. That the iden-
tifying nurse was not supported, openly, by the
patient’s physicians was a serious organizational
ethics problem. Even if it was determined that the
risk of harm to the patient in waiting for the mis-
take to be corrected was likely greater than the risk
of harm of the original mistake, at the moment this
happened, the nurse should have been thanked.
If she believed she could not participate in taking
the patient, she should have been respectfully
allowed to step aside. Not handling the situation
in a supportive way was likely to contribute not
only to moral distress in this particular nurse, but
across a wide swath of players in the OR system.
Any moral distress must be addressed as quickly
as possible. Moreover, the hospital’s programmatic,
systemic approach to facing and reducing moral
distress must be mobilized in order to follow up
on any residual moral distress that might linger on
the unit.

Without this kind of well-coordinated re-
sponse, it is hard to think of how the OR nurse,
who acted in proper accordance with the safety
protocols of the system, could be expected to
continue to be vigilant of those sorts of techno-
logical and systemic gaps. An ethically sound
environment calls for identifying these problems
when they occur, so they can be fixed. Effectively
suffocating the nurse’s attempts to do so during the
care of Mrs. Carter could potentially cause similar
problems in the future, with harm to the patient, in
addition to burnout in clinicians who know what
is right but are blocked from doing it.®
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CASE 3

Medical Team Safety and Patient
Autonomy: When Principles Conflict

The Editorial Group of the John J. Lynch, MD Center for Ethics

Complexity: 12 3 4

PRESENTATION

Ms. Campbell was a 36-year-old woman with an advanced gastric adenocarcinoma (an
invasive type of glandular cancer originating in the stomach), admitted to the hospital
because of severe abdominal pain and shortness of breath (SOB). After several days of
hospitalization, it looked as though the patient was no longer able to care for herself
at home. Further, there were reports that her children and extended family have taken
and used her pain medications, although the patient vehemently denied this. The team
social worker had not yet filed an Adult Protective Services (APS) report because, given
that it was unlikely that Ms. Campbell would go home, and as long as a patient was
safe in a hospital, APS would not open a case. If the patient was not going home, there
may have been good reason to cause additional strife within the family. Ms. Campbell,

however, wanted to go home.

Ms. Campbell was a single mother. Two of her three
children were adults and had moved away. They
lived at a considerable distance from her and only
visited occasionally when they “needed some-
thing.” Ms. Campbell strongly refused hospice care
any time an attending physician sat down with
her to discuss her prognosis and her wishes. The
present attending had spoken with Ms. Campbell
thoughtfully about her medical condition and the
kind of supports that would be needed for her to
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return home. He expressed clearly his concern
for her medical and social well-being, including
her ability to manage her own basic care needs,
to follow up with her appointments, or keep her
prescription medications from being stolen.
Initially, Ms. Campbell appeared receptive to
the medical team, but nonetheless remained un-
willing to change her stance on being discharged
home. After several talks with the attending, how-
ever, she decided that regardless of the outcome of

WINTER 2019 VOLUME 5 NUMBER 3



her discharge, she would be unable to take care of
her youngest daughter (nine years old) and wanted
to seek appropriate guardianship for her. Before
the patient even began to talk with a social worker
about how to have guardianship for the youngest
daughter set up with the patient’s mother, trust
completely broke down between the patient and
the team. The attending physician misinterpreted
the patient’s interest in getting her daughter’s
guardianship status arranged as a sign of progress
in convincing Ms. Campbell that she could not go
home. When the attending began talking with the
patient as if her discharge to a long-term care facil-
ity with a hospice overlay was assured, she became
frustrated with what she felt were “stubborn” at-
tempts to get her to change her mind about going
home. Even though the patient was considered to
be capacitated and consistent about her wishes
regarding discharge, she felt badgered. At this
point, she began raising her voice and repeating
that she was in pain and wanted to go home to her
daughter. She then claimed she would be calling
her boyfriend and her mother to have them come
pick her up right away.

Eventually, Ms. Campbell reached her mother
and boyfriend over the phone. After these conver-
sations, tensions between the patient and members
of the team escalated. Unaware of what Ms. Camp-
bell had told her family, when the medical team
and attending physician were able to reach Mrs.
Campbell’s boyfriend over the phone, he became
verbally abusive and threatening. In short, he
threatened the staff with violence if Ms. Campbell
was not given the pain medication she requested
and allowed to leave as she pleased. Moreover, the
boyfriend said he would be coming to the hospital
and “waiting outside” by the vehicles of each of
the members of the present medical staff in order
to “kill them” should Ms. Campbell encounter any
more resistance.

Despite her weakening medical condition and
the social complexities at home, Ms. Campbell did
not attempt to diminish the impact of her boy-
friend’s threats. Instead, she simply continued to
insist on being discharged so she could return to
her apartment to be with her youngest daughter.

The medical team promptly contacted hospital
security to relay the threat and assure that security
officers were dispatched to the floor and garage.
One security officer arrived on the unit and stood
inside the door. The officer reported that it had
been arranged to have the team members walked
to their cars by a security officer whenever they
needed to get to their cars, and that security pres-
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ence had been increased at the primary entrances
to the hospital.

That did not, however, solve the problem.
The patient insisted on leaving the hospital AMA
(against medical advice), but she needed help to get
in or out of bed. When the team mentioned that she
needed help, Mrs. Campbell responded that her
boyfriend would help her. The patient was clearly
capacitated to leave AMA. Although it might have
been inadvisable for a variety of reasons for the
patient to go home, she insisted that her mother
and boyfriend would take turns helping her.

Given all the frightening threats from the
boyfriend, the team became eager for the patient
to leave. The team was divided, however, about
whether or not to allow the boyfriend into the
hospital. The patient said she wanted him to come
and help her out of the unit and into his car. Some
members of the team believed that it was the pa-
tient’s right to have whomever she wanted come
in to help her, and with security officers posted so
visibly, having her boyfriend come get her would
be safe enough. Others were not so sure.

The patient was now barely speaking to anyone
on the team. When she did, she appeared to be
hostile and merely repeated that she was waiting
for her boyfriend to come get her. At that point,
the attending physician began to consider whether
it was advisable to so vigorously insist that Ms.
Campbell remain at the hospital or consider hos-
pice. He became more concerned about the safety
of his colleagues and staff than he was interested
in attempting to convince the patient of the team’s
recommendations. With the whole affair was caus-
ing marked distress among the nursing staff, he
called for an ethics consultation.

ETHICAL ISSUES

From a principled lens, those on the team who
thought the boyfriend should be allowed onto
the unit to get Ms. Campbell home did so on the
basis that supporting her autonomy called for the
patient to be able to exercise her moral right to
have whomever she wanted to come see her. But
autonomy does not always trump other relevant
principles or factual considerations. In general, no
one ethical principle can be held primary in every
case, and will often conflict with others.

RECOMMENDATIONS

1. Do not allow the boyfriend into the hospital.
Explain to the patient that the team will bring the
patient downstairs to him when he arrived.

2. Have the patient tell her boyfriend to bring his

Journal of Hospital Ethics

123



124

car to the front lobby entrance and that she will
call him when she arrives at the lobby entrance.
3. Alert lobby security of this plan and inform
them that they will be called when the patient tells
the team that the boyfriend has arrived.

4. After the patient leaves the hospital, file an
APS report.

REASONING

Patient autonomy is not unlimited. Although
itis certainly an important ethical principle, there
is not—nor has there ever been, nor is there ever
likely to be—a process for deciding, in any par-
ticular situation, which of the ethical principles
ought to take precedence over the others. In this
case, the ethical principles in tension are (1) the
autonomy of a patient and (2) justice, in terms of
the safety of the staff, other patients, and hospital
visitors when the patient’s visitor poses a risk of
harm to others. It is at this point, as for any ethical
problem, that ethical judgment is required. It is up
to those involved, in this case, with the assistance
of the hospital clinical ethicist, to think through
what is best.

Although this may puzzle some clinicians, it
is only because they have learned ad nauseam the
importance of supporting patients’ rights to have
visitors and to only have visitors whom they want
to see. This ethical standard is a good default posi-
tion, for example, when it comes to patients who
might have family members who want to come,
but whom the patients don’t want to see.

This present case does not fit the default. The
patient’s boyfriend was seriously threatening.
Justice (what is fair) requires that everyone in the
hospital—patients, families, and staff—be kept
safe in the workplace. Threats of violence simply
must not be tolerated under any circumstance.
This is the case whether or not a patient finds
this behavior acceptable and wants such a person
as a visitor—even if the visitor is documented to
be the patient’s power of attorney for healthcare
(POAHC).

For too long, violent behavior, verbal or physi-
cal, towards healthcare workers has been ignored
and/or tolerated. In an excellent review of this
problem in the New England Journal of Medicine,
Phillips! stated, “Health care workplace violence is
an underreported, ubiquitous, and persistent prob-
lem that has been tolerated and largely ignored.”
For example, between 2011 and 2013, workplace
assaults averaged approximately 24,000 per year,
with nearly 75% in healthcare settings.! These
events must be prevented.
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Today, many hospitals have begun to take
violence towards staff seriously. Although the
majority of studies to date have been designed to
quantify the problem, and according to Phillips,
most of the studies employed weak methods, some
point towards creating a hospital violence pre-
vention climate?® as a critical prevention strategy.
From a systems perspective, this has important
organizational ethics and policy implications.
Organizationally, this means that all hospital
systems such as education and training programs,
incident reporting databases, and leadership atten-
tion must be realigned with a violence prevention
point of view. Policies need to be developed and
implemented that emphatically do not tolerate or
ignore the problem.

For Ms. Campbell, a lack of tolerance for vio-
lence should have begun at the bedside. Staff’s
natural feelings of compassion for the plight of
the patient should have been tempered by an ap-
propriate concern for the safety for all involved.
The patient’s autonomous choices should have
been superseded by the absolute requirement to
protect staff.
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