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ROUNDING WITH THE EDITOR

Does Old-Fashioned Character Matter Anymore?

Evan G. DeRenzo, PhD

Dear Readers,

Welcome to the Journal of Hospital Ethics
(JoHE), Volume 7, Number 1. All of us at JoHE
hope you and yours are healthy and safe. For
those of you for whom that is not true, and either
you or a family member or friend is sick with
COVID-19, or you have experienced the death of
a loved one due to this pandemic, please know our
hearts are with you. For those who have lost jobs,
we hope you can safely return to work, soon. For
those of you who are isolated or separated from
loved ones who are isolated, we join you in look-
ing forward to the time when we can all be togeth-
er again.

If managing under conditions of pandemic
weren’t difficult enough, the death of George
Floyd has sparked a renewed time of racial unrest.
As T approach my 70™ birthday, a white woman
who grew up through the social upheaval of the
60’s, I have long been alert to my privilege. At
times when I have reflected on that privilege, I
have often been ashamed. Although my marching
days are long over, my spirit still joins all who
protest the inequities and brutalities weighing
down on our nation. I am embarrassed to see the
despotic militarized dispersal of United States citi-
zens peacefully protesting.

For us at the Lynch Center for Ethics, as im-
mense social upheavals swirl around us in the

midst of this pandemic, we continue to go into our
hospital every day. We continue to round with our
Intensive Care Unit (ICU) teams and attempt to
provide extra support to those taking care of our
patients. We have had, and continue to have, many
COVID positive (COVID+) patients. We have
lost many but, gratefully, have also sent many
more home to their families. We all wear masks.
Some wear gloves. We all wash our hands more
times a day than I can count. We try to stay social-
ly distanced but it is difficult. We come home, put
our clothes in big, green trash bags and jump into
hot, sudsy showers. Even that reminds us of those
who are wanting, such as those experiencing
homelessness while attempting to protect them-
selves from the coronavirus.

Most hospital visitors are still not allowed un-
less one of several clinical circumstances, includ-
ing end-of-life or emergency surgery, is the case.
The pandemic has laid bare the inequities in our
society. The systematic disassemblage of our
democratic institutions during the catastrophe that
is COVID-19 has the country reeling. None of us
is living in a world we recognize. What a perfect
issue of JoHE to be writing about character.

When I started in bioethics, character develop-
ment was still at the heart of training clinicians.
Particularly in the case of physicians, one regular-
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ly spoke of the ‘virtuous physician.” But little by
little, focus on character has faded. Looking back
on the history of the growth of contemporary bio-
ethics (we need to remember that medical ethics is
essentially as old as medicine itself), the formali-
zation of the field contributed mightily to this
diminution in attention to character development.
Today, when attempting to talk to other bioethi-
cists about teaching and shaping character as a
responsibility of a training program, the most
charitable response is that attention to character is
a quaint anachronism. The less charitable response
is distain; because virtue cannot be seen, the re-
sponse goes, teaching virtue ought to be forgotten.
Although virtue accounted for a few pages, at
least, of the American Society for Bioethics and
the Humanities’ (ASBH’s) first edition of their
Core Competencies, alas, all mention of the vir-
tues were wiped clean in the 2™ edition.

Thus, we’re growing new generations of bio-
ethicists who have no thought about what it might
mean to lose consideration of virtues such as hon-
or, trustworthiness, honesty and courage, to name
a few. How great the loss for our patients and so-
ciety when our clinicians are not taught how to
work on shaping their own characters into being
the kinds of persons clinicians ought to be.

Quaintly anachronistic or worse, this has al-
ways seemed short sighted to me. It makes a dif-
ference to me if my physician went into medicine
on the hunt for the fancy car and the big house or
if my physician went into medicine out of a genu-
ine impetus to care for sick and vulnerable people.
I care if my nurse cares about me rather than being
there just to punch a time clock. And COVID is
really separating one group from the other. All
the clinicians who risk their lives taking care of
these patients are owed our deepest gratitude.
Those who do their jobs as a commitment of the
heart are among the most special people in the
world.

Althougf{h there are scant data on which to base
this hunch, after working with nurses and physi-
cians since | was 14 years old volunteering in my
local nursing home, it may be that a solution to
some of the most challenging circumstances for
caregivers comes as a matter of character develop-
ment. Working in a busy, urban hospital is diffi-
cult enough under the best of circumstances. Un-
der conditions of pandemic while your city and
the nation is burning down is beyond one’s wild-
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est imagination. To come into work every day
wondering if today is the day one might become
infected and die in a matter of weeks is an awful
lot to ask of our professionals. Even if a vaccine
is developed relatively soon, soon could be anoth-
er year. And a year can be a very long time.

In the case analyses section of this issue,
you’ll see that case 2 is about character. When
faced with a moral challenge, how am I going to
react? It is an ethics question regarding not justi-
fication, but character. Who I am will determine
how I will react and how I react will determine
how I think and behave. Will I be up to the task?
Will I face my obligations with courage or not?
Will I begrudge my infectious patients the care
they need and that I have signed up to provide?
Or will I face my patients with the compassion
their plight should elicit from me? Each of us fac-
es with regularity ethical challenges throughout
our lives. When faced with ethically improper
behavior in others, what does one do? Is it morally
acceptable to just shrug one’s shoulders and think,
“Not my responsibility?”

If, as is explained in the case, physicians-in-
training are judged by the Accreditation Council
for Graduate Medical Education (ACGME) on
such attributes of character as integrity, if one is
supposed to be a person/clinician of integrity (for
example, that one is to be truthful with patients),
then one must work on being a person who is
truthful. If one, for example, is to demonstrate
integrity by being courageous, then one has to
work on one’s character when called upon to be
courageous. And the list of virtues that clinicians
are expected to demonstrate is extensive.’

If, however, we come to think that teaching
the virtues, and teaching how to continually work
on one’s own character to better inculcate the
practice of the virtues is not the responsibility of
clinical ethicists, then who is to help clinicians to
learn that being persons of integrity is central?
Historically, it was up to senior physicians and
senior nurses to teach young clinicians how to
think and act and behave. But that, too, has been
partially lost.

Although arguably necessary, with the con-
temporary structure of medicine having gone to
shift work, junior physicians and nurses may not
have the consistency in mentoring that is required
by the task of helping novice clinicians appreciate
the need for cultivating skills such as the self-



reflectiveness called for to help one refine the con-
tours of one’s character. This is, however, certain-
ly the task of clinical ethicists who meet their
training mission for their own institutions.

As the consults around death and dying are
continually folded into the work of palliative care
clinicians, who bill for services that include stand-
ard medical activities as prescribing medication,
clinical ethicists need to expand their own under-
standing of what education in clinical ethics en-
tails.” And to my mind, at least, it entails educa-
tion around the house that includes teaching the
virtues to medical and nurse clinicians.

Thoughts of this expanded mission for the
education activities that should be a cornerstone to
any clinical ethics program is exemplified by
Clemens Sedmak’s article on the dignity and de-
cency surrounding how the environmental services
staff of a hospital is treated. We don’t want our
environmental services staff to be invisible as the
article discusses. They are as critical to the excel-
lence of a hospital as anyone else. If they fail to
meet high standards, it might not matter how good
the neurosurgeons are.

Being respectful of, friendly to, and collegial
with a hospital’s environmental services staff
members calls on the same characterological qual-
ities called for as integrity in the patient/physician
relationship.  Respectfulness is respectfulness.
Being respectful to all hospital teams is a simple
matter of character.

Our next article does not turn on matters of
character and does, instead, call on the principle of
beneficence and theory of utilitarianism to answer
a critically important question in hospital medi-
cine; what is the best strategy for management of
methicillin-resistant staphylococcus aureus
(MRSA) infection? One of the reasons I am so
happy that we are publishing this piece is that it is
a wonderful example of what is so often missed.
This is a perfect instance of what so many might
look at as merely a ‘technical’ issue without ap-
preciating its moral implications. It is the quintes-
sential exemplar of what we, at the Lynch Center,
try to communicate with regularity: virtually eve-
rything in medicine is a medico-moral issue. That
is, provided that one thinks broadly enough to un-
derstand that everything performed in a hospital
ought to be understood as patient-focused, and
therefore carrying moral heft, even interpretation
of data to drive a decision such as whether to ap-

ply a vertical or horizontal approach to MRSA
management has a substantial moral substrate.
Zohar Lederman’s article just perfectly brings that
lesson home.

In our third article we present an excellent and
enlightening paper by John Frye, focusing on the
real beginnings in our field of developing data
collection, analysis and cross-institution sharing
and research standards. Although findings indi-
cate standard setting in this area will take some
time, that this study was conducted at all should
give us all hope for the day when these standards
are set.

Many of you will be familiar with a wonderful
series of meetings, created by Paul Ford and his
colleagues at the Cleveland Clinic, called the Un-
Conferences. They are work meetings where a
relatively small group of seasoned clinical ethi-
cists come together to spend a few days working
on nagging problems on which the field needs to
make progress. One of the most fun and amusing
parts of the meetings is when speakers throw ques-
tions on the screen and the audience responses are
displayed for all. Invariably, when the answers
are all over the map its obvious to everyone that
whatever the question was about refers to an area
in the field that clearly needs work. The data from
this initial survey show that we need to be work-
ing towards data collection, so we can move on to
share all that we learn. But it’s clear that we’ve
got a long way to go. Perhaps this is a topic for
the next UnConference.

As to our final feature, I couldn’t agree more
with its conclusions; I suspect you will too. So I’d
like to illuminate a particular sliver of the paper,
the creative use of their ethics committee members
to find family and/or friends of their unrepresented
patients. It certainly looks like the paper’s au-
thors’ hospitals, similar to just about everywhere
across the country, have turned their Social Work
Departments into Nurse/Social Work Discharge
Departments. The disaster that this has caused for
patients, families and clinicians is a topic worth
much ink and so will have to be set aside. Here, I
just want to prepare our reader for the wonderful
idea of using ethics committee members with
sleuthing skills to come into some cases after so-
cial work has given up, to volunteer to continue
looking for family or friends of their unrepresent-
ed patients. That the paper states that in 90% of
the cases they were successful is just icing on the
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cake.

How perfect, also, that this story brings us back full circle. While thoroughly supporting the im-
portance of such work within a principled framework, I would add that it shines a light on the virtue of
perseverance. That these ethics committee volunteers are willing to give of their time and effort to dig
deeper than perhaps a stretched social work and/or legal department might have, indeed, results in great
rewards.

In the meantime, for those of you who have not been able to escape the miseries of the coronavirus,
we hope your burdens weigh less heavily on you and your families in the weeks and months ahead. For
those of you who have been able to enjoy time with your family we are joyous for your happiness while
coping with a world turned upside down. Let us all look to a day when we, our patients, our families,
their families, and our brave and compassionate clinicians can all look back on the time of COVID-19 as
a life-altering world event that we have survived and from which we have learned much. And stay tuned
for our next issue, devoted entirely to the COVID-19 pandemic.

As always,

Evan G. DeRenzo, PhD
Editor-in-Chief

Journal of Hospital Ethics

John J. Lynch, MD Center for Ethics
MedStar Health

Washington, DC
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FEATURES

Dignity and Decency: Personal Integrity and Decent

Institutions
Clemens Sedmak, PhD

Abstract

The article looks at the culture of human dignity in hospitals through the lens of custodians. By making use of four categories

29 < ELNT3

(“job crafting,

moral access,” “interior moral anchoring” and “supported integrity”) the article develops the concept of decent

institutions as institutions that do not humiliate human persons. A culture of human dignity within the context of institutions
requires proper attention to “entry points for humiliation” of which there are quite a few in a hospital setting.

Introduction

There is so much that can be learnt from custodi-
ans; they see a lot since they have access to the
“off-stage” area of an institution. The way an in-
stitution treats its custodians says a lot about the
moral profile of the institution. Custodians see a
lot because they seem to wear (not by choice) the
famous ring of Gyges that makes them invisible.
Indeed, not infrequently, custodians and cleaners
are “invisible” or even “made invisible” (with
working hours that do not disturb the day to day
business). Cleaners may also experience invisibil-
ity through lack of recognition or even acknowl-
edgement of presence; they experience invisibility
of work in the sense that their work seems to be
ignored or underappreciated.' There is also a so-
cial imperative for custodians and cleaners to re-
main invisible, it is perceived as part of a well-
functioning institution to take cleanliness for
granted: “most of us know when somewhere has
not been cleaned but few of us, we suspect, stop to
think much about the laboring processes which go
into maintaining spaces as clean.” > The Equality
and Human Rights Commission in the UK issued
a report about practices in the cleaning sector em-
phasizing that “workers did not always feel they
are afforded the same dignity and respect shown to
others in the workplace. A significant number told
us they are treated differently and worse than oth-

ers, harassed and abused. Workers spoke of being
‘invisible” and ‘the lowest of the low.””

Custodians can say a lot about the moral status
of an institution; their invisibility is the basis for a
moral judgment: the experience of “seeing through
or past” a person has been identified by Axel Hon-
neth as an indication of a social pathology.* There
are different ways of not showing respect to a per-
son i.e., acting as if she was not present; acting as
if she was an object; acting as if she was not a full
person. All these are frustrations of recognition.
And recognition is a key category for the ethics of
institutions, the ethics of hospitals. The question
of “what is not seen” is as morally relevant as the
question of “what is not talked about.”

Without trying to sound cynical this lack of
recognition, this experience of invisibility, offers
epistemic possibilities — possibilities to see beyond
the surface. The way people inhabit spaces says a
lot about these people; the process of cleaning
spaces is a very “thick” way of getting to know a
space (and the people who spend time in that
space). An invisible person has particular possibil-
ities for agency as the above mentioned idea of the
ring of Gyges expresses. This is one way to argue
for the importance of the custodians’ view and
experience as an important contribution to epis-
temic justice.

Journal of Hospital Ethics 9



That is why cleaners and custodians can con-
tribute so much to the discourse on hospital ethics.
This may not be the standard narrative; the stand-
ard narrative goes more like this: “Cleaning jobs
don't usually have any particular educational re-
quirement, not even a high school diploma. A new
cleaner typically starts out helping an experienced
worker and learns on the job.” The message is that
there are not special qualifications or skills in-
volved. Even if it is acknowledged that this may
not be the case in a hospital setting with its de-
manding cleaning challenges’ the social demands
on the custodian are, more often than not, under-
estimated. Lack of respect for cleaners, represen-
tations of cleaning as undemanding, and assump-
tions that women’s work in cleaning is particular-
ly easy are even to be found in hospital settings.®
Can there be a counter narrative?

My claim in this contribution is that the de-
cency of an institution (a hospital, in that case)
manifests itself in the way it upholds a person’s
dignity and allows for persons to act with integrity
in the workplace; one specific window into this
connection between decency and dignity is the
work and work situation of custodians who find
themselves at the bottom of the social hierarchy of
a hospital (with usually “curing” at the top,
“caring” second, and “cleaning” at the low end).
Hospitals employ many custodians and cleaners,
they are one of the largest employers of cleaning
personnel. Custodians can teach us a lot about the
moral space in hospitals. Let me analyze two sto-
ries that can shed light on the role of custodians.

Jason: “Job Crafting” and “Moral Access”

Kimberly White describes a custodian in a nursing
home. His name is Jason: “His primary job was
running the floor machine. It was run every day in
all the hallways and large rooms, and that’s what
he was paid for; that was his entire shift, all day,
every day.” ’ Needless to say that this job (in line
with the standard narrative) does not require spe-
cial qualifications or skills. But then White tells
the readers something more about Jason: “He does
more than he’s strictly paid for. He knows every
single last resident of the facility. Every day Jason
can be seen to push wheelchairs to and from din-
ing and activities or carrying blankets to an old
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lady who caught a chill or filling a water jug for
an old man who can’t fill it himself. None of these
tasks are technically his job, but they are part of
the job to him.” ’

Jason explains his particular way of inhabiting
the job by pointing to the residents of the nursing
home as his family. This frames his relationship
with residents as special obligations towards espe-
cially important persons. This is a shift in perspec-
tive, a shift that ceases to see persons as objects.
The dynamics and temptation to see persons as
objects is almost ubiquitous. People frequently see
other people as peons in their projects and get
frustrated when they do not conform to the expec-
tations.

It goes without saying that there is the possi-
bility of a deconstructing reading of the situation:
here is a man who does not have a life outside of
work, who has to get through empty weekends,
and exploits the relationships his professional con-
text offers for his own emotional benefit; he abus-
es his role and even steals money from his em-
ployer by not sticking to his assigned role and
task. Given Kimberly White’s description of the
situation and the person, however, this malevolent
interpretation is not warranted. It seems plausible
to read Jason’s story as the story of a person who
saw the residents he worked with as persons and
not as “occupational objects.” Occupational ob-
jects are entities that are primarily defined by the
kind of actions they require; they serve the pur-
pose of structuring the agency of a person and
have a function in a person’s radius of action. In
the setting of a hospital or a nursing home the
temptation to reduce a person to an occupational
object is real. A patient’s situation can easily be
“read” through the lens of the kinds of treatment
that the patient requires. The patient can be re-
duced to an object of medical treatment and medi-
cal procedures.

In order to better understand the dynamics of
occupational objects let us ask the question: what
is the difference between a person and an artificial
and functional object like a pen? Looking at the
difference between a pen and a person I would
mention four key points: predictability, replacea-
bility, functionality, producibility. An object like a
pen is predictable in what it does and in what it
can do, in what it can be used for; it is clearly not
the point of a pen to surprise its user. A human



person, by contrast, can be characterized as a mys-
tery with inexhaustible depth. In fact, it is an im-
portant way to approach an understanding of hu-
man dignity to see the person as a mystery.® A
pen is also easily replaceable; if objects are pro-
duced in great numbers, they can be replaced by
another object of the same kind without any diffi-
culty. You lose a pen, you get a new one; you ruin
your pencil you take another one. Functional ob-
jects can be replaced, generally without a sense of
loss. This is not the case with human persons. The
loss of a person is a loss that can never be made up
for “as if it never happened.” A person cannot be
replaced as a person. It is, of course, possible to
replace the functional aspect of a person — a job
holder can be replaced by another employee to do
her job; this works well on the functional level,
but not on the level of a person in her uniqueness.
It could be argued that the recognition of the
uniqueness of a person is an important aspect of
honoring the dignity of a person. The Hebrew Bi-
ble contains the book of Job; Job is a man who is
tested by God and loses his wealth, his children
and his health; at the end of the story he regains
his health, gets new wealth and other children. But
this is clearly not how it works with human per-
sons. The person cannot be replaced as a person.
Thirdly, a pen is defined by its functionality; there
is a clear answer to the question “what is the pur-
pose of a pen?” Pens are produced with a purpose
in mind. A pen’s value is, at least initially, defined
by its usefulness, by the way and extent it can ful-
fil its function. The human person, in contrast,
cannot be reduced to a function or even a set of
functions; there is something elusive about the
purpose of a person and her life — which inspired
Ludwig Wittgenstein to remark in his Tractatus
(6.521): “those who have found after a long period
of doubt that the sense of life became clear to
them have then been unable to say what constitut-
ed that sense.” Fourthly, a pen is an object that can
be produced, even mass-produced. We do not use
the image or vocabulary of mass production for
the human person; the process of educating a per-
son is not a predictable and mechanical process of
producing a particular type of being. There is a
dimension of “growth” in a person’s development
that cannot be framed in a language about patterns
of production.

Jason was able to see a person as a person

with a sense of her uniqueness and her mystery
and not as a functional occupational object. In set-
tings like a hospital where the focus is on
“treatment and doing” rather than “encounter and
being” there is a particular risk of a particular pat-
tern of “seeing-as,” a way of seeing persons as
occupational objects. Jason resisted this tempta-
tion. Reducing persons to objects is one way of
humiliating a person, one way of violating a per-
son’s dignity."” Without trying to sound too naive,
I would like to interpret Jason’s work performance
as habitually showing respect for persons as per-
sons. Jason, so it seems, cultivated the art of not
humiliating the persons he worked with.

In order to draw lessons for an ethic of hospi-
tals from Jason’s agency I would like to offer two
categories: “job crafting” and “moral access.” “Job
crafting” is the project of changing and creating
relationships, shaping interactions, and (re)
defining tasks and aspects of one’s job.'"'" Job
crafting is an important aspect of “inhabiting a
role.” A professional role is inhabited if it has
been appropriated to fit the person of the job hold-
er; the distinction between “inhabited” and “non-
inhabited” has been inspired by Aleida Assmann’s
distinction between “inhabited memory” and “non
-inhabited memory”."* The latter points to muse-
ums and archives and memory contents that do not
stir emotions, that do not lead to conversations,
that do not play a role in people’s lives; the former
(“inhabited memory”) refers to cultures of remem-
bering that shape communication and interactions,
that show people’s emotions. An inhabited role
has been personalized and reflects the style and
personality of the role occupant. This is an im-
portant aspect of flourishing at the job — French
sociologist Alain Ehrenberg has shown that non-
inhabited roles can lead to mental health challeng-
es and an “exhausted self,” that cannot identifPl
with or shape the role assigned to the individual."
Job crafting allows for the uniqueness of a person
to come through in a role or job. It can thus be
argued that the institutionally granted freedom for
job crafting is an important aspect of a decent in-
stitution that cultivates a sense of respect for the
dignity of the human person. This idea can be sub-
stantiated in a dialogue with John Rawls’ first
principle of justice in his Theory of Justice grant-
ing a maximum of freedoms to each person.’

“Moral access” seems to be a helpful concept
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as well; it is a category that has been introduced
by Eva Feder Kitta?/ in her Presidential Address
delivered at the 113™ Eastern Division meeting of
the American Philosophical Association in Balti-
more on January 6, 2017. In her reflections, enti-
tled “The Moral Significance of Being Human,”
Kittay works with vignettes that remind us of the
humaneness of the person. She mentions the expe-
rience of Albert Kurihara, a Japanese-American
who was interned after the attack on Pearl Harbor;
he comments on his experience: I remember think-
ing, ‘Am [ a human being? Why are we being
treated like this?” She also mentions the outcry of
Abdel, a twenty-year-old from Afghanistan living
in the “Jungle” of Calais, the makeshift camp in
France, who says to his interviewer: “They treat us
like animals ... We are human. They should treat
us like humans ... These people are someone’s
son. They’re someone’s brother.”"” “Moral ac-
cess” is the state of having a window towards mor-
al significance. Moral access, in Kittay’s charac-
terization is “access to something that is morally
significant in the world. There are times when
such significance is entirely transparent to us,
when our moral principles guide us in a reliable
fashion or when our empathy is already active and
we understand how we are to respond. But in situ-
ations where another’s plight, struggle, or needs
go unnoticed, when we are indifferent or unaware
of the impact of our actions on those whom we
don’t recognize as moral equals, we need some-
thing—a narrative, a tap on the shoulder—to
shake us out of our indifference and to gain some-
thing that is more than epistemic access to the oth-
er. This is access to what the other cares about and
her entitlement or right to have these cares taken
into account.”’> Moral access is the important cat-
egory that combats indifference. Indifference is a
major obstacle to moral action. Jason was able to
see the persons in the nursing home as
“somebody’s child” or “somebody’s sibling.” He
had moral access to these situations and provided
moral access to others who may be more oblivious
of the distinction between a person and the role
she inhabits.

“Job crafting” and “moral access” are the two
defining categories I suggest to learn from a custo-
dian’s work ethos. A decent institution, i.e. an in-
stitution that is committed to respecting the dignity
of human persons, will create spaces for “job
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crafting” and promote a culture of “moral access”
to each situation and each person, irrespective of
role or function. “Job crafting” and “moral access”
are important aspects of upholding the difference
between a person and an occupational object.

Luke: “Interior Moral Anchoring” and
“Supported Integrity”

Let us now turn to a second story. Barry Schwartz
describes a particular scene with Luke, a custodian
in a major teaching hospital.'® Luke had to clean
the room of a young patient who had fallen into a
coma after a fight; the comatose patient’s father
had been keeping vigil for months at his son’s
bedside. One day the father left his place next to
his son’s bed and went out to smoke a cigarette;
during these minutes Luke cleaned the room. Lat-
er, Luke encountered the patient’s father in the
hall and the father was furious, yelling that the
room had not been cleaned. Luke apologized and
cleaned the room a second time, before the eyes of
the father.

This situation can be read from many different
perspectives — it can be read critically pointing to
the power gap between the patient’s father and the
custodian (whose place in the hospital hierarchy is
normally quite low) or to the failed learning op-
portunity of a person (the patient’s father) who
made unwarranted judgments and accusations and
could not control his anger. One could entertain
the assumption that Luke had acted out of fear
given the constraints of a hierarchically structured
institution within a context of frequent litigations
and a culture of chronic “tribunalization” where
human agency and human interactions are primari-
ly seen through a legal lens. In this setting the dis-
tinction between “legal” and “illegal” and the cate-
gory of “compliance” can easily become the most
prominent structuring elements of the space of
action and interaction. Standardized processes and
a corresponding culture of accountability are man-
ifestations of this legalization of institutional cul-
tures.

This reading of the situation seems plausible
but the interview with Luke provides some back-
ground that would justify a different reading. Luke
is quoted with the sentences, “at first, I got on the
defensive, and [ was going to argue with him ...



Something caught me ... I cleaned it [the room] so
that he could see me clean it ... I can understand
how he could be. It was like six months that his
son was here. He’d be a little frustrated, and so I
cleaned it again. But I wasn’t angry with him. |
guess 1 could understand.”'® Luke’s testimony
points to significant similarities with Jason’s way
of doing his job; there is a sense of seeing a per-
son as a person and the institutional space to do so
(one could envision scenarios where Luke would
not have the time or permission to spend working
hours on an already cleaned room). Luke’s situa-
tion shows yet again “job crafting” and “moral
access.”

Based on an interpretation of the situation that
stresses Luke’s agency (rather than institutional
patterns of suppression) I would like to offer the
following observations: deep perception, discom-
fort ability, hesitation-based respect.

We see “deep perception” at work; it is re-
markable that Luke saw the father of the comatose
patient as a deeply concerned and frustrated man.
He saw the father as a human person who cared
about his son, as a social agent with commitments,
as a vulnerable being challenged by a frustrating
experience with unclear prospects. The ability
(and willingness) to engage in deep perception
that reaches beyond the surface level and the per-
ception of roles and functions are an aspect of
“dignity-literacy.” The insight that a person is so
much more than the role she inhabits is an im-
portant way of honoring the dignity of the human
person in her uniqueness and inexhaustible rich-
ness. Dignity therapy works with this very idea
that a person should not be reduced to the present
state or role she finds herself in; seeing the rich-
ness and depth of a person is an intentional effort
to respect the person’s dignity.'” In this sense a
human person is a mystery that “never finishes
saying what it has to say,” to use Italo Calvino’s
famous characterization of “a classic.” As in Ja-
son’s case above, we encounter a sense of the
mystery of the person. A person is so much more
than the role she inhabits — be it the role of a pa-
tient, the role of a patient’s family members, the
role of a custodian. Luke could see beyond the
obvious and the observable. Secondly, Luke dis-
played what I would call “discomfort ability,” the
ability to deal with discomfort and inconvenience
without high levels of personal frustration. If the

default position is “comfort” then the road to
“comfort” is: “convenience.” It is clearly incon-
venient to be unjustly accused of malpractice; it
makes a person feel uncomfortable and without
the ability to suffer discomfort for a higher good
the response to such accusations would be defen-
sive behavior. It takes a lot to put another person’s
moral wellbeing above one’s own. It takes the
ability to accept injustice for a higher cause. In
cultures that emphasize reputation and image one
would be justified to use the term “sacrifice” for
what Luke decided to do. Thirdly, Luke’s agency
could be approached with the category of
“hesitation-based respect.” In the above men-
tioned quotation we can hear him say: “at first, I
got on the defensive, and I was going to argue
with him ... Something caught me ...” — this is an
interesting detail. It is as if Luke was waiting on a
threshold before entering the room of anger, meta-
phorically speaking. Simone Weil has described
the attitude of “waiting” and “hesitation” as an
important aspect of respectful living.'® There is a
moment on the threshold when encountering the
other. Luke hesitated before he engaged in possi-
bly heated exchange with the father; he paused for
a moment — or something (his perception, his val-
ue landscape?) made him pause. Because of this
pause he was able to show respect for the father’s
difficult situation.

Deep perception, discomfort ability, and hesi-
tation-based respect can be used as categories to
make sense of and frame Luke’s agency. Again, it
is remarkable that the institutional setting allowed
for these behavioral features. In his interpretation
of Luke’s acting Barry Schwartz used the category
of “practical wisdom” (which can also be translat-
ed as “prudence”) as his main lens of interpreta-
tion.'® It is remarkable that the institution support-
ed prudential judgment and agency in this situa-
tion. There are lessons to be learned for an ethic of
institutions beyond this particular situation - let
me make use of two further categories: “interior
moral anchoring” and “supported integrity.”

“Interior moral anchoring” points to the dy-
namics that Luke could drink from moral wells
that were not part of the situation — he could moti-
vate his behavior from sources that were not
recognition-providing sources in the given situa-
tion. In other words, he could anchor his moral
performance from within, from inner beliefs be-
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yond the external motivation the situation itself
could provide. In a paper on moral psychology
Naomi Ellemers and her co-authors have used the
term “social anchoring” (of right and wrong) to
refer to the set of social expectations and cultural
codes that shape moral behavior and moral atti-
tudes.'” The term “anchoring” points to the basis
and foundation, to the roots of a moral perfor-
mance. Luke was rooted in values beyond the dy-
namics of the situation. That is why he showed a
remarkable “freedom from situational recognition
needs.” This is to say that Luke did not use the
situation to gain reputational capital. It takes a lot
to allow for an unjustified damage of one’s image
and reputation. Erving Goffman famously de-
scribed the human person as being constantly en-
gaged in image work (building up, preserving,
defending, rehabilitating).”® Luke was able to draw
on sources beyond the situation and did not have
to squeeze recognition for himself out of the en-
counter with the patient’s father. This is possible if
there are higher values and stronger commitments
than the value of situational recognition and the
commitment to high reputation. Luke showed
rootedness beyond and above the particular situa-
tion, i.e. interior moral anchoring.

The second category I want to use to interpret
Luke’s behavior and agency is the category of
“supported integrity.” “Inte@rity” is a key category
of moral philosophy.?"*# Tt basically refers to
four aspects: sincerity and honesty; seriousness
and earnestness; robust concern and holding a po-
sition; integrating the different aspects of the per-
son and life. A person of integrity, in this reading,
is honest and not deceptive, faces reality and does
not fall into the trap of self deception; she accepts
that it makes a difference how we live our lives
and which kinds of decisions we make and
acknowledges that a lot is at stake when we ask
the question what really matters; she has a sense
of what she cares about and is motivated by robust
concern based on positions she holds and is will-
ing to defend and pay a price for; finally, she is
able to integrate the different facets of life into
some kind of consistent “whole” that does not al-
low for a compartmentalization of life. I would
qualify Luke’s integrity as “resilient integrity”
because he was clearly faced with morally adverse
circumstances (the unjust and highly emotional
accusation of neglecting his duties) and showed a
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commitment to a moral compass prepared to see a
person in her depth. This resilience was supported
by the institutional setting, so it seems. Luke was
able and had the freedom to clean the room a sec-
ond time. He could comply with his moral stand-
ards, could live up to his self-determined idea of
integrity.

Decent Institutions

The two stories with the four categories of “job
crafting,” “moral access,” “interior moral anchor-
ing” and “‘supported integrity” point to persons as
much as institutions. Decent institutions are digni-
ty-literate institutions. They allow employees to
craft their roles in a way that allows them to work
with integrity and have moral access to the people
they work with. Decent institutions encourage the
space to act in consonance with one’s justifiable
moral beliefs. It is one of the major challenges of a
toxic work environment not to be able to work in
accordance with one’s own moral and professional
standards. In short, decent institutions treat per-
sons as if they were persons (rather than occupa-
tional objects). Treating persons as persons re-
quires the moral space to, at least in principle, see
a person in her uniqueness and craft interactions
accordingly.

The infamous Mid Staffordshire hospital scan-
dal in the United Kingdom that has led to an esti-
mated number of 400-1200 excess deaths between
2005 and 2009 has shown the risk of reduction-
ism, of reducing patients to occupational objects
that serve the goal of reaching targets. It has been
established that the definition of financial and clin-
ical targets has led to a dynamics “that these tar-
gets were pursued with a reckless disre4gard for the
well-being and safety of patients.” ** The toxic
dynamics in the hospital were created through ef-
ficiency-driven pressure leading to negative reac-
tions to this pressure (like fear and disengage-
ment) resulting in poor behavior which then be-
came habitual.” The scandal reflects a thinking
where efficiency has emerged as the highest value.
We may recall Adorno’s famous observations in
his Education after Auschwitz about the manipula-
tive character who is defined by efficiency: “The
manipulative character—as anyone can confirm in
the sources available about those Nazi leaders—is

5



distinguished by a rage for organization, by the
inability to have any immediate human experienc-
es at all, by a certain lack of emotion, by an over-
valued realism. At any cost he wants to conduct
supposed, even if delusional, Realpolitik. He does
not for one second think or wish that the world
were any different than it is, he is obsessed by the
desire of doing things ..., indifferent to the con-
tent of such action. He makes a cult of action, ac-
tivity, of so-called efficiency as such which reap-
pears in the advertising image of the active per-
son.” *® The claim is that institutions and persons
who value efficiency the most will lose their hu-
manity.

It is again custodians who can say a lot about
the implications of an ethos of efficiency. Natalie
Walters who worked for a year as a janitor sum-
marizes important lessons she has learnt: “People
are generally self-absorbed.” This means in con-
crete terms from a custodian’s perspective: “Many
people don't think about how their actions — even
seemingly insignificant ones — affect others. For
instance, when people go to the bathroom, they
aren't thinking about aiming right so someone else
doesn't have to clean up their mess, or about pick-
ing up the paper towel when their free-throw miss-
es the trash can. No. They are thinking about fin-
ishing their business as quickly as possible so they
can get out and get on with their life.” %’

Decent hospitals will value efficiency — but
not as the highest value; decent hospitals will val-
ue proper management, but not based on the idea
of “maximizing profits.” A particularly awful as-
pect of working in the Mid Staffordshire Hospital
was the fact that employees were forced to betray
moral and professional standards; they were de-
nied the appropriate moral space. “A working en-
vironment can become so stressful or understaffed
and under-resourced that staff feel compelled to
accept poor standards and over time will become
inured to the consequences for patients.” ** Em-
ployees at the hospital were forced in situations
(or found themselves in situations) where they
humiliated persons. “At the ward level this effec-
tively meant many patients went unwashed unat-
tended, to the extent of sometimes being covered
in faeces, and in many cases went without proper
fluids, nutrition or medication.” ** A patient’s
daughter reported seeing her mother “in bed with
the cot sides up and she hadn’t got a stitch of

clothing on. I mean, she would have been horri-
fied. She was completely naked and if I said cov-
ered in faeces, she was.”

Entry points for humiliations is a major crite-
rion for the decency of an institution — the concept
of “humiliation” has been identified as a key as-
pect of an ethic of institutions: “Humiliation is any
sort of behavior or condition that constitutes a
sound reason for a person to consider his or her
self-respect injured;” ° Margalit has identified
three major ways of humiliating a person: treating
persons as if they were not human; performing
actions that lead to a loss of basic control, espe-
cially control over bodily functions; excluding a
person from the human family.” A hospital is a
context that is particularly sensitive to entry points
for humiliation — persons can be reduced to occu-
pational objects; they may find themselves in deli-
cate situations with fragile body conditions and
limited control over the body. There are issues
with bodily shame, nakedness, standardized cloth-
ing,%’ and a loss of control over basic bodily func-
tions; there are issues with privacy and personal
control over the environment and interactions;
there are challenges with the objectification of
persons by reducing a person not only to the role
of a patient, but even to the body part(s) under
treatment. Patients are at high risk of being humil-
iated and experiencing shame because of the per-
ception of diseases as defects and the necessary
exposure in a medical context.’® Decent hospitals
do not humiliate persons; they will be particularly
sensitive to entry points for humiliation. A sys-
tematic mapping of entry points for humiliation
seems highly recommendable. This is again a field
where custodians could work as seismographs of
the culture of respect within a hospital. This cul-
ture is undermined through disruptive behavior,
humiliating practices, dismissive treatment of pa-
tients; a major contributor to disrespectful behav-
ior in a hospital setting is “production pressure”
which again points to a culture of non-moderated
efficiency.’

One important way of monitoring efficiency
and of bringing about an appropriate professional
culture in a hospital is a “culture of accountabil-
ity.” It is undeniably important to have standards
and standardization, procedures and processes, a
culture of documentation, mechanisms of monitor-
ing and evaluating. However, there is a tipping

Journal of Hospital Ethics 15



point when ‘“accountability” becomes self-
referential and self-serving. Part of the scandal in
the Mid Staffordshire hospital was the fact that
“the board of the hospital trust seemed more pre-
occupied with looking upwards to regulators and
performance management bodies ... rather than
looking inwards to its staff, patients and clinical
services, or outwards to the population of Staf-
ford.” 3s Let me introduce the term “self-
referential actions;” these are actions that do not
make sense for the relevant players while perform-
ing the actions; the value of these actions does not
lie in “what they do,” but “that they have hap-
pened.” They are legitimized by the fact that they
have been performed. Let me provide an example
from a non-hospital setting: I once took a group of
students to a foreign country and was asked by the
University to go through a risk management ses-
sion; we talked about earthquakes and volcano
eruptions, terrorist attacks and political coups; I
questioned the usefulness of these elements of the
training and was told: ‘this will probably not be
useful to you when something like this happens,
but it is important for us to be able to say that we
did that training if something happens.’ This is an
example of a self-referential action owed to a cul-
ture of accountability. The value of the action is
“being able to say we did it.” We could think of
similar examples in hospital settings, e.g. proce-
dures around informed consent. Onora O’Neill has
observed almost two decades ago that a culture of
accountability cannot replace or cultivate trust.”
She argued that — notwithstanding the importance
of standardized procedures — there has to be space
for judgment, and a culture to value the judgment
of persons. In other words, there has to be the
moral space to craft one’s agency in a uniqueness
that may occasionally go beyond or against the
standardized procedure. And, we can add, this
judgment needs to balance rational and emotional
elements. Emotional awareness is necessary for
moral perception which is the basis for moral per-
formance.” It ensures that the person in a work
setting can see herself and comport herself as a
person.

Concluding Remark
Custodians see a lot, can share a lot and can con-
tribute to well-balanced judgments about institu-
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tions as the example of Tim Will Hunter with his
Custodian Chronicles where he paints a picture of
the American Public School System has shown.**
The same exercise could be made in a hospital
context. Decent hospitals do not humiliate per-
sons; custodians are important witnesses for the
culture of respect in a hospital. Decent hospitals
provide the moral space for its stake holders to
craft their roles in a way that they can act with
integrity having gained moral access to the people
around them.
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The Ethics of MRSA Management in Healthcare

Settings
Zohar Lederman, MD, PhD

Abstract

In this paper I argue for the implementation of horizontal strategies in the prevention of Methicillin-Resistant Staphylococcus
Aureus (MRSA). I first review and explain what horizontal and vertical strategies mean in this respect. I next review the empiri-
cal evidence supporting each strategy, suggesting that horizontal strategies seem empirically superior. I then discuss the poten-
tial harms associated with vertical strategies, namely quarantine and isolation. Consequently, I make a normative argument

supporting horizontal strategies.

Introduction

Methicillin-Resistant ~ Staphylococcus — Aureus
(MRSA) is a ubiquitous heterogenous group of
bacteria, capable of causing various kinds of in-
fectlons in humans, including endocarditis, celluli-
tis', and pneumonia. The bacteria normally reside
in human nostrils and other tissues and can cause
infection upon entry through the skin. Initially
MRSA was restricted to hospital settings, but it is
Nnow as common- or even more common, particu-
larly in children- in both the community and hos-
pitals as Methicillin-Sensitive Sta, [zh Aureus, at
least in some geographic locations.

Due to concerns of nosocomial (hospital-
associated; the more accurate term now is
‘Healthcare-associated’) transmission hospitals
worldwide and regulatory and professional organi-
zations set regulations and protocols for the
screening and management of patients who poten-
tially carry the bacterium, be they symptomatic or
asymptomatic. In essence, strategies involve sam-
pling bodily tissues, performing laboratory tests
such as polymerase chain reactlon (PCR), and
then initiate contact precautions.” These precau-
tions include isolation of the patient and donning
of gloves and gowns before entry into the patient
room and/or before patient physical contact. These
precautions, while being extremely common,® are
based on several studies conducted some four dec-
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ades ago Wthh had significant methodological
weaknesses ’ (for example see the study by
Papia'®). As one editorial comments:

“...the vast majority of the studies were single-
center, observational, nonrandomized, before-and-
after evaluations, which yielded low-quality evi-
dencle1 and precluded the establishment of causali-
ty.”

Many public health policies, such as fever
screening at airports'? or culling of wild animals
during infectious disease outbreaks'® are based on
low or no evidence. They may be ethically justi-
fied when there is simply no better evidence avail-
able, and/or where the harm caused by these poli-
cies is minimal. However, they become less and
less ethically justified as more and more evidence
is produced that counters these policies or justifies
other policies. The low-level evidence policies
also become less ethically justified in opposite
correlation with the harm they engender-the more
harm they cause, the less justified these policies
become.

Vertical strategies for MRSA management are
geared towards patients who carry MRSA and
who may be symptomatic or asymptomatic. It em-
phasizes screening of patients through the use of
nasal swabs for example. Horizontal strategies for



MRSA management on the other hand are geared
towards all patients regardless of MRSA carrier
status. They put less emphasis on screening but
rather emphasize decolonization of patients re-
gardless of carrier status.

In this paper I argue that vertical management
strategies for MRSA management in the hospital
settings- including designated screening and con-
tact precaution- are ethically unjustified for two
reasons. First, they are less effective than horizon-
tal strategies. Second, they are costly and may
cause harm to patients, families and visitors, as
well as healthcare providers.

In making my case, I first provide a brief ex-
planation of vertical and horizontal strategies. I
then review the most current evidence regarding
MRSA management strategies, concluding that
horizontal strategies seem to be more effective
than vertical strategies. I proceed to review the
potential harms caused by contact precautions,
entailed by vertical strategies. I conclude by artic-
ulating the main argument, that specific screening
for MRSA and contact precautions with patients
who are asymptomatic or symptomatic carriers is
ethically unjustified. I introduce several caveats to
this argument, for instance the ubiquity of MRSA
in the community as compared to other resistant
bacteria. For ease of reading, I first provide a short
list of definitions:

Asymptomatic carrier: A patient with confirmed
MRSA in one or more tissues who lacks symp-
toms and signs that correlate with the symptoms
and signs commonly caused by the pathogen.

Community acquired MRSA infection: any such
infection diagnosed in the outpatient setting or
within 48 hours of hospitalization barring the fol-
lowing factors: hemodialysis, surgery, hospitaliza-
tion during the previous year or residence in a
long-term care facility, presence of indwelling
catheter or percutaneous device, and previous
MRSA isolation.*

Screening: Performance of a test to identify the
presence of MRSA in one or more tissues.

Symptomatic carrier: A patient with confirmed
MRSA in one or more tissues who presents with
symptoms and signs that correlate with the symp-

toms and signs commonly caused by the pathogen
(this definition differs from the common definition
of ‘carrier’ which usually only refers to persons
with confirmed infection but no manifestations).

Standard precautions: Prevention practices that
apply to all patients regardless of risk or infection
status. These include hand hygiene and protective
equipment.'*

Management of MRSA in the Hospital:
Strategy
Patients may acquire MRSA either from the com-
munity or during their stay at healthcare institu-
tions. Healthcare-associated infections, particular-
ly by resistant bacteria, are extrernely costly and
harmful worldwide.** Is-17 MRSA is the most
common hospital-acquired pathogen, accounting
for example for one- ﬁfth of all hospital-acquired
infections in the UK."” Regardless of the source
of transmission, MRSA is currently extremely
common. A 1999 study identified MRSA in 3.4
per 1000 admissions in a large hospital in Ontario,
Canada.'” One large study published in 2004
found that 3.4% of all patients admitted to various
wards in hospitals in the USA had MRSA in their
nares. It also found that 3% of patients in the dif-
ferent Wards became carriers during their hospital-
ization.> A 2011 study of roughly 2500 patients
admitted to medical and surgical ICUs in the USA
found MRSA prevalence to be 38%-46%.° A
more recent UK study found prevalence of MRSA
upon admission to various wards to be 1.7%;
0.47% out of 10, 017 patlents acquired MRSA dur-
ing hospltahzatlon In 2003, MRSA accounted
for 59.5% of all Staph. Aureus infections in ICUs
belonging to the National Nosocomial Infection
Surveillance (NNIS) system in the USA.>P-5'%7 In
the early 2010s, MRSA accounted for 28%- >70%
of all Staph. Aureus isolates in hospitals in Asia.*
Vertical management strategies are geared
towards those who were found to carry MRSA.
They first emphasize screening to detect MRSA
carrier status and then employ measures to treat or
decolonize patients. They usually include isolation
of symptomatic or asymptomatic carriers in a sin-
gle room or a cohort, meaning confined to a spe-
cific geographic locatlon 101515 Strategies also
include contact precautions, as recommended by
the Society for Healthcare Epidemiology of Ame-
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rica, the Infectious Disease Society of America,
and the Centers for Disease Control and Preven-
tion.*%!4

In one public, academic-affiliated hospital in
Israel, for instance (author’s own former practice),
screening for MRSA is conducted in the following
cases:

1. Prior to surgery

2. High-risk patients upon admission, including those
with confirmed MRSA carriage who have not been
screened in the past month.

3. Medical tourism

4. All patients upon admission to the intensive care unit
(ICU), including pediatric, cardiac and adult ICUs.

5. New patients to the dialysis unit who have been ad-
mitted in any hospital in the last six months.

6. Once-weekly in the respiratory, neonatal and pediat-
ric ICUs.

Swabs are taken from the nares. Asymptomat-
ic carriers (including those with a recent history of
MRSA carriage) and symptomatic carriers are then
placed in an isolated room or grouped in the same
geographic location. Medical equipment such as a
stethoscope is made available for the staff to be
used in the particular patient or patients in isola-
tion. The staff members must then inform the in-
fection-prevention unit or the principal nurse on
shift. Cessation of a carrier status is possible only
by the infection-prevention unit.

Transport of the patient to any other area in
the hospital, for an exam for instance, is to be co-
ordinated such that contact with other patients is
minimized. At the end of the transport, any equip-
ment that was used should be sanitized. Patients
who await surgery are preferably scheduled at the
end of the day. In other cases, a window of half an
hour before the next surgery must be provided to
assure adequate sanitization of the operating thea-
ter.

Importantly, visitors are only advised to be
scrupulous about hand hygiene upon entry into
and exit from the patient’s room. Only those visi-
tors who take active part in the patient’s care are
advised to don gowns and gloves. MRSA carriage
should be documented in the patient’s discharge
letter and the patient is advised to notify other
medical institutions about his MRSA status.

Centers for Disease Control and Prevention
(CDC) formerly recommended that isolation may
be discontinued if three nasal swabs, taken at least
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one week apart, are negative for MRSA." This
recommendation however has been criticized as
being based mostly on expert opinion rather than
rigorous evidence, '*?° and does not appear in the
newer CDC recommendations.>!*

Horizontal strategies employ little or no
screening. They rather employ measures across all
patients regardless of MRSA carrier status, such as
the universal use of the antibiotic mupirocin in-
tranasally.

Management of MRSA in the Hospital:
Evidence

In reviewing vertical management strategies, since
these management strategies emphasize screening,
the evidence for screening is also relevant. Many
studies have explored the effects of increased
screening and thus increased rates of contact pre-
cautions on MRSA transmission, largely failing to
report statistically significant positive consequenc-
es compared to standard sterilization strate-
gies.**?" A 2017 study in a large hospital in Lon-
don for example demonstrated that early diagnosis
of MRSA upon admission failed to lower MRSA
transmission rates during hospitalization.'® Anoth-
er study in a large hospital in Ottawa, Canada
compared screening of all patients upon admission
(which would then lead to isolation precautions)
and selective screening of high-risk patients and
found that the latter was more efficient and cost-
effective.”’ A large 2011 study conducted in 19
intensive care units (ICUs) in the USA examined
the effects of early screening and identification of
MRSA infection on healthcare providers’ hygienic
behavior and incidence of MRSA infection. It
found no statistically significant differences.” An-
other study, published in 2005, explored the ef-
fects of isolation of asymptomatic and symptomat-
ic carriers either in private rooms or cohort isola-
tion. This prospective study took place in three
general medical and surgical ICUs in two hospitals
in London."'® In brief, the study compared
MRSA transmission rates in periods in which pa-
tients were isolated compared to periods in which
patients were not isolated. Transmission rates were
found to be identical in both periods.

In terms of horizontal strategies, the strongest
evidence to date demonstrating the superiority of
these strategies over vertical strategies is provided
by the REDUCE MRSA study published in



2013.'° It included 43 hospitals and more than
74,000 patients in the USA. In this cluster-
randomized study adult ICUs were randomized to
one of three groups. Group 1 included bilateral
sampling of nares upon admission and contact pre-
cautions in case of positive results or known carri-
ers. Group 2 included similar screening and con-
tact precautions but also a targeted decolonization
consisting of intranasal mupirocin twice daily and
daily bathing with chlorhexidine-impregnated
cloths for 5 days. Group 3 included universal de-
colonization, whereby all patients were decolo-
nized with intranasal mupirocin twice daily for 5
days and chlorhexidine-impregnated cloths during
their entire stay. Contact precautions were similar
to the other groups, and no screening was conduct-
ed. Primary outcome was ICU-attributable cul-
tures positive for MRSA. Secondary outcome was
ICU-attributable MRSA bloodstream infections
and ICU-attributable bloodstream infections due
to other pathogens. The study found that group 3
performed significantly better in regard to the pri-
mary outcome with 37% reduction in ICU-
attributable MRSA bloodstream infections and
44% reduction of bloodstream infections due to
pathogens other than MRSA.

Adverse Effects of Contact Isolation

MRSA contact precautions- as part of vertical
management strategies- carry several potential or
actual negative consequences (presented here in
arbitrary rather than lexical order). First, contact
precautions are more expensive. Second, contact
precautions harm patients. They do so by increas-
ing rates of depression and anxiety, increasing
delays and non-infectious adverse effects, and de-
creasing provider-patient contact. In fact, this sec-
ond consequence is reflected in documented de-
creased patient satisfaction due to isolation pre-
cautions. Third, contact precautions potentially
harm relatives and visitors (henceforth, ‘visitors”),
again because of decreased contact with patients.
Fourth, contact precautions potentially harm and
delay the work of healthcare providers, who must
don gowns and gloves before entry into the pa-
tient’s room or patient contact. These are elaborat-
ed below.

Extra Costs. Calculating the added costs of con-
tact precautions is obviously burdensome as costs

are highly country- and hospital- specific, often
1nclud1ng ‘hidden costs’ that are difficult to quan-
tify."” One recent study conducted in surglcal and
internal medicine wards in a large hospital in Ba-
sel, Switzerland found that contact precautions
cost an extra $160 per patient per day. The extra
costs covered isolation equipment such as extra
gloves and gowns, additional cleaning materials,
extra workload, and miscellaneous expenses such
as curtain changes Another UK-based study es-
timated costs of contact precautlons in the ICU to
be £306.93 per patient per day. ** While costs
may vary according to hospital wards, e.g. ICU,
internal departments, emergency departments etc.
and countries, the point is that contact precautions
do entail extra costs, at a time where national
healthcare systems are financially stressed as it is.

Harm to Patients. Contact precautions may en-
gender several kinds of actual or potential harm to
asymptomatlc or symptomatic MRSA carriers.'

Two reviews™> have documented the following
harms to patients with any resistant bacterial in-
fection and in different wards. First, contact pre-
cautions decreased patient-healthcare provider
contact in different wards, defined as room entry
and duration of stay in the room. This may poten-
tially harm patient care by negatively affecting the
quality of history taking and physical examination,
as well as by decreasing attention to patients’
needs. For example, a study specifically focused
on carriers of MRSA found that isolated patients
were less likely to have their vitals and progress
notes documented.”* Second, patients on contact
precautions took longer to be admitted to the inter-
nal medicine department from the ED compared
with other patients. Contact precautions also
caused a delay in the transfer of patients to other
institutions, potentially preventmg patients from
receiving adequate care in an institution that is
more fitting to their needs. This may at least par-
tially explain the additional finding that patients
on contact precautions experienced more prevent-
able adverse effects, such as falls, pressure ulcers
and electrolyte dlsorders compared to patients not
on contact precautlons * Patients on contact pre-
cautions also had worse medical documentation
and testing, such as lower rates of stress testing for
patlents with heart failure. Third, patlents (mostly
in rehabilitation wards and elderly)” on contact
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precautions had higher rates of depression®® and
anxiety, and increased feeling of loss of self-
esteem and loss of a perception of self-control
compared with patients not on contact precautions.
This increased harm to patients may be reflected
in the finding that patients on contact precautions
expressed more anger, complained more, either
formally or informally, and were overall less like-
ly to recommend the hospital to others.”**

Harm to Visitors. Data regarding harm to visitors
seem to be extremely limited, so my notes here are
necessarily anecdotal and mainly speculative.
From my own experience, visitors do not adhere
to isolation precautions, despite instructions by
staff. This non-compliance stems at least partially
from the inconvenience associated with repeatedly
donning and removing the protective gear. This
was indeed confirmed by a small survey of 31 vis-
itors in a hospital in Madison, Wisconsin, USA.
Importantly, the inclusion criteria were adult visi-
tors of patients with Clostridium Difficile infec-
tion, but since the isolation requirements are iden-
tical, the finding may be applied in our case as
well. Only 42% of visitors reported full compli-
ance with isolation precautions, reportedly mainly
lamenting the heat and discomfort due to the gown
and gloves.”’

Harm to Healthcare Providers. Intuitively, and
anecdotally, one might hypothesize that isolation
precautions harm healthcare providers (HCPs) by
adding extra burden to their already- overburdened
daily schedule: donning gowns and gloves may
indeed require a mere minute or two, but doing so
several times daily for several patients in the midst
of a stressful work schedules, primarily for junior
physicians and nursing staff may be harmful in
terms of time constraints and predisposition for
burn-out. Furthermore, isolation precautions po-
tentially mean an increased risk of MRSA trans-
mission for HCPs, their families and even their
pets,”® and awareness of that risk may itself harm
HCPs. Of course, such awareness may motivate
HCP to take precautions against infection, and
thus reduce transmission risk to their families and
pets, but this possibility needs to be tested empiri-
cally. In any case, I could not find any objective
studies assessing the impact of isolation precau-
tions on HCPs. One survey of 28 HCPs in Spain
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demonstrated that some HCPs were concerned
about an increased infectious risk while caring for
patients under isolation precautions.”

In the lack of more concrete data, I submit that
this specific kind of harm seems somewhat mini-
mal and thus for the time being may be largely
ignored. I do allow for the possibility to revisit this
concern if future empirical data urges us to do so.

Against Vertical Strategies for Management in
the Hospital

The main two arguments used to make my case in
favor of horizontal over vertical strategies are util-
ity, or beneficence in relation to the individual
patient and family, and public health. Beneficence
towards the individual patient means that HCPs
should strive to optimize the patient’s well-being.
Going back to the Hippocratic oath, this is one of
the normative pillars of medicine and is virtually
accepted throughout. In recent years, beneficence
has expanded towards the family, and HCP’s are
now expected to include the family in medical
decision making. This inclusion stems from the
realization that families generally know the pa-
tients best, and that patients wish to benefit their
families, by way for example for including them
in the medical decision- making process. This be-
neficence-based approach is often referred to as a
patient- and family-centered approach.?’

One of the strongest arguments limiting the
scope of the utility argument relating to the indi-
vidual patient draws its power from public health.
Concerns related to the health of the public may
outweigh concerns related to the individual. Pre-
scribing an antibiotic for travelers’ diarrhea for
example may shorten the sickness duration by a
few days, thus benefiting the individual patient.
Prescribing antibiotics for a self-limiting disease
however risks worsening antimicrobial resistance
in the local environment, thus potentially harming
public health.

In light of the aforementioned data, the argu-
ment against vertical strategies for MRSA man-
agement is straightforward. Espousing a patient-
and family-centered care approach, utility to pa-
tients and relatives provides the main criterion to
determine what is the right thing to do. In light of
existing data- assuming that my representation and
interpretation of the data so far is accurate- it
seems that horizontal strategies for MRSA man-



agement are more effective in reducing MRSA
transmission rates and overall prevalence (thus
benefiting both current and potential carriers) and
are less harmful than vertical strategies. If this is
indeed the case, considerations of public health
also align with such a patient- and family-centered
care approach. Several caveats are in order.

First, the argument above obviously relies
heavily on empirical data, such that if my repre-
sentation of the data is inaccurate® or if novel,
contradicting data are found, then my argument
would weaken or fail altogether. For example,
there is some proof that the nasal use of mupirocin
is only effective in the short run and not in the
long run, and that MRSA may acquire resistance
to it.> In fact, my proposal here contradicts the
following 2006 CDC recommendation:

“Because mupirocin-resistant strains may emerge
and because it is unusual to eradicate MRSA when
multiple body sites are colonized, do not use topi-
cal mupirocin routinely for MRSA decolonization
of patients as a component of MRSA control pro-
grams in any healthcare setting. Category IB” *

Second, one should carefully distinguish the
management of the asymptomatic carrier from that
of the symptomatic carrier: moral arguments may
apply differently to these two groups based for
example on the degree of risk they confer on oth-
ers. In other words, if symptomatic carriers pose a
greater risk of transmission, isolation precautions
in their case may be justified to a larger extent
than in asymptomatic carriers. In making my gen-
eral argument I loosely refer to these two groups
as morally equivalent.

Third, one should also distinguish the man-
agement of the patient with a confirmed history of
MRSA infection or colonization and that of the
patient with current suspected or unknown infec-
tion of colonization. Again, these two groups may
pose different risk and thus the normative argu-
ment above may apply to them differently.

Fourth, an add on to my argument above is the
high prevalence of MRSA in the community as it
is. Since MRSA is so common, one must weigh
the harms of contact precautions against the long-
term benefits to the individual patient and public
health. If MRSA were less ubiquitous, considera-
tions of public health then might outweigh consid-
erations of harm and benefits to the individual
patient, thus justifying contact precautions after

all. Specifically, we would not want to expose
families and other patients and staff to less com-
mon but highly resistant and thus lethal bacteria.
This indeed may be the case for other resistant
pathogens that are less common in the community,
such as Vancomycin-Resistant Enterococcus and
Carbapenem-Resistant Klebsiella.

Of course, one way to mitigate the harms
caused by contact precautions has to do more with
resource and personnel management, such as in-
creasing the nursing staff.” Another way will be
improving patient and HCPs’ hygiene awareness
and education.” Ideally, both these and horizontal
strategies should be implemented to reduce
MRSA incidence and prevalence.

A recent publication examining the benefits of
contact precautions found no strong evidence in
their support. The authors conclude that, “local
factors, needs, and resources should drive the
choice of optimal CP [contact precautions] utiliza-
tion.”® The current paper represents an attempt to
demonstrate that ethical deliberations should drive
the use of contact precautions. Such deliberations
should account for the factors mentioned above
and conclude with recommendations relevant to
local contexts. Based on the discussion above,
contact precautions for MRSA in general are hard-
ly justified and should be reconsidered.

Conclusion

Management of MRSA in hospitals may include
vertical or horizontal strategies. In this paper I
review both strategies, demonstrating that hori-
zontal strategies are most effective and safe.
Based on these empirical data, I make a utilitarian
case preferring horizontal over vertical strategies.
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Clinical Ethics Informatics: An Initial Survey
John W. Frye III, PhD, MA

Abstract

Context: Ethics consultation in the US is widely used and reported in the literature, but multi-site comparison studies and data
sharing across institutions are largely unknown or at least unreported. Objective: To better understand the different methods
used by ethics services to record, taxonomize, analyze, and utilize data regarding their case consultations. Design: a 37-item
questionnaire surveying persons who are “familiar with their ethics consultation database”. Participants: A convenience sam-
ple of ethics service personnel recruited from several e-mail lists known to have ethics consultants among their subscribers.
Results: A total of 53 unique surveys were completed. There was wide variety in institution’s bed-size, consult volume, and
ethics staffing among respondents. Recording practices for cases were similarly varied, with some institutions merely keeping
paper documents with no analysis, others used spreadsheets with rudimentary analysis, and high-volume services employing
specific programs or electronic medical record functions to provide a more robust analysis of various case features. The data
recorded followed ASBH guidelines to varying degrees. Respondents reported a general desire for some standardization of
recording methods and data types/inputs, which would be necessary before significant data sharing across institutions can be

feasible or valuable.

Introduction

Healthcare ethics consultation is a service availa-
ble in various healthcare settings that “seek[s] to
resolve uncertainty or conflict regarding value-
laden concerns that emerge in health care” such as
patient rights, surrogate decision-making, and is-
sues at the beginning and end of life.! Ethics con-
sultation in hospitals has been practiced for over
five decades.” Hospital ethics committees may per-
form a consultation function as part of their com-
mitment to patient safety standards required by the
Joint Commission on Accreditation of Healthcare
Organizations that relate to the rights and responsi-
bilities of the individual, to provide an ethical in-
frastructure to respect patient rights, values, be-
liefs, preferences, and decisions (R1.01.01.01 and
RL01.02.01).> Such committees also typically
provide policy development, organizational sup-
port, and an educational resource for the hospital
regarding various ethical questions.® At larger
health-care institutions and systems, a single con-
sultant or small team is more likely to take respon-
sibility for addressing most ethics consultation
requests.

Previous empirical studies of ethics programs
at multiple locations, notably the 2007 study by
Ellen Fox, Sarah Myers, and Robert Pearlman,
have demonstrated two important findings. First,
there has historically been substantial variety in
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the practice of ethics consultation at different insti-
tutions, in terms of consultant training/
background, consultation model, case volume,
methods of handling a consultation, and the inte-
gration of their role within the process of clinical
decision-making.” Second, the strong show of
support for such empirical studies, together with
the large attendance at conferences across the
country and the frequent use of e-mail lists to dis-
cuss issues of practice, demonstrate a widespread
belief that ethics service personnel can significant-
ly benefit their own practice by learning from oth-
er institutions.

As noted in the Fox study and elsewhere, al-
most all ethics consultation services keep internal
records of their cases in their files. Here I shall
use the term “database” to refer to the collection of
such internal records, namely all documents and
information kept by an ethics service for their own
use and reference. This would not necessarily in-
clude a note placed in a patient’s chart, as both the
location of that note and its intent is directed at
patient care. In contrast, the goals of keeping in-
ternal records include “improving performance,
informing future consultation, legal purposes, and
tracking workloads.”' However, inasmuch as ac-
cess to chart notes also provides for peer review
and quality assessment and improvement,® a copy



of such a note is a recommended addition to a ser-
vice’s database.! Some institutions may keep two
separate sets of records: a collection of internal
records of every case (each entry being a very de-
tailed running description of actions by the con-
sultant in text form), as well as a consult log (a
spreadsheet that tracks minimal essential features
of each case in brief).” Such databases represent a
potential treasure trove of information regarding
ethics consultation practice.

These databases have enabled the publication
of dozens of single-site studies statistically analyz-
ing scores or hundreds of ethics consultations, and
more such studies have been presented at confer-
ences. What is rarely attempted, however, is multi
-site sharing and comparing of consultation data.
At the time of this writing there has been no such
published study to the author’s knowledge. There
have, however, been systematic reviews of single-
site ethlcs consultation reports one on ethics con-
sultation in adult ICUs,® the other focusing on the
typologies of ethical issues employed by ethics
services.

Several other practices, such as surgery and
palliative care, have already taken cross-
institutional data sharing to its logical endpoint
and created national registries, high-volume data-
bases of patient- and service-level information that
enable significant research and quality im rove-
ment initiatives to proposed and pursued 01 A
national ethics consultation registry is at least a
theoretical poss1b1hty Consider that both ethics'?
and palliative care’ have attempted Electronic
Health Record (EHR)-based tools to prompt ap-
propriate early consultation of their respective ser-
vices, the latter having the additional resource of a
national palliative care registry from which it
could draw upon thousands upon thousands of
cases nationwide to help design and refine its con-
sult-prompting algorithm. A national ethics con-
sult registry would provide unprecedented poten-
tial in being able to understand and shape the prac-
tice of ethics consultation throughout the US and
beyond.

Clinical ethics informatics may be defined as
the representation, processing, and communication
of information present in and generated from the
role of the clinical ethics consultant. When con-
templating the feasibility of multi-site compari-
sons or a national ethics database, we are ultimate-

ly talking about how different services can record,
analyze, and communicate relevant aspects of
their own cases to others in a way that maximizes
understanding and utility. Before attempting to
understand how this might best be accomplished,
one may first consider the current state of ethics
services and their internal records that could form
the basis for these projects. To that end, the fol-
lowing questions guided the formation and distri-
bution of a survey focusing on ethics databases:

1. How are internal records kept?

2. What is included in these records?

3. What analysis is performed on these records?

4. How are standardization and sharing of con-
sultation data viewed?

METHODS

A survey questionnaire addressing the key re-
search questions was developed in discussion with
others involved in ethics consultation and data
recording at UCLA. The final survey contained
37 questions, 33 multiple choice and 4 short an-
swer. Representative questions include:

“What kind of program do you use to record cas-
es?”

“Does your database track any ethics service ac-
tivities other than patient-related consultations? If
so which?”

“What information about each patient is record-
ed?”

“What results do you obtain from your [data] anal-
ysis?”

“Would you recommend your database and analy-
sis methods to other institutions?”

SAMPLE

A link to the survey was distributed through three
e-mail lists: ASBH’s Clinical Ethics Consultation
Affinity Group (CECAG), the Medical College of
Wisconsin’s bioethics list (MCW), and the South-
ern California Bioethics Committee Consortium e-
mail list (SCBCC). The recruitment e-mails re-
quested that the survey be filled out by a person
who was “familiar with their ethics consultation
database.” A convenience sample based upon
those who replied from this list resulted in 54 sur-
veys completed, 1 of which was a duplicate, re-
sulting in 53 unique responses.
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DATA ANALYSIS

The survey data was analyzed in Microsoft Excel using the Real Statistics Resource Package. The
Fischer Exact test was used to test for differences in survey answers based on hospital bed size, consulta-
tion volume, and consultation approach (individual consultant vs small group). Spearman’s rho was
used to investigate relationships among ordinal variables including bed size, consultation volume, the
year the consultation service started, how frequently the records were analyzed, and how much the anal-
ysis was automated.

RESULTS
Characteristics of Hospitals/Services:
The 53 responding ethics consultant services included a wide variety in how many beds their service
covered (from 100 to over 1000), and in how many cases they handled per year (from fewer than 50 to
over 500). Results are depicted in Table 1 (below):

When considering what these numbers actually report, and whether they can meaningfully be aggre-

Bed # 100-199 200-299 300-399 400-499 500-599 600-699 700-799 800-899 900-999 1000+

4 5 4 4 4 7 4 1 4 16

Case# <50  50-99 100-149 150-199 200-249 250-299 300-399 400-499 500+

13 9 11 6 3 2 1 5 3

gated as assumed below, it should be noted that there is no agreed upon definition of what constitutes a
single ethics consultation. In 2019 a survey conducted by Rebecca Yarrison strongly suggested that dif-
ferent services may count their number of consults in disparate ways, depending on whether they include
informal consults (curbsides), how many ethical questions are present when first consulted, whether an
issue recurs, whether later unrelated issues arise (both during or after the initial handling of the case),
and whether a patient has been discharged and readmitted (Yarrison R., personal communication, 2019).
Thus it may not always be meaningful to directly compare consult numbers from different institutions
without understanding how they were arrived at. In my survey on ethics databases, 20 of 53 responding
institutions (38%) reported that their consult numbers included curbsides, but no additional questions
were asked regarding how they defined one unique consult in their records.

Among all responses, there was a moderately strong correlation between the number of beds a ser-
vice covered and consult volume (Spearman’s tho = 0.475, p < 0.001). However, while this correlation
was even stronger when looking only at respondents who counted curbsides as consults (tho = 0.671, p =
0.001, N = 20), it became non-significant for the respondents who did not count curbsides (rho = .177, p
=0.32, N = 33). There was significant variety in the ratio of consults to number of beds covered by a
service as well, captured in the number of cases per 100 beds per year, which varied from fewer than 2
cases per 100 beds (a service covering over 1000 beds with fewer than 50 consults per year) to over 100
cases per 100 beds (a service covering 100-199 beds with 150-199 consults per year). This data is de-
picted in Chart 1 (next page).

Chart 2 (next page) shows how cases per bed per year varies with how many beds the ethics service
covers. Across all responses, there were an average of roughly 24.5 cases per 100 beds per year. If we
split the responses into those that counted curbsides versus those that did not, those that counted
curbsides had a slightly higher average: 26.7 cases per 100 beds per year, compared with 22.9 cases per
100 beds per year among services that did not count curbsides as consults (however, this difference was
not statistically significant).

Of the responding services, 62% used a single consultant model, while 36% used a small team ap-
proach of 2-4 persons, and 2% used a committee or subcommittee of 5+ persons. Compared to small
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teams, the single consultant approach was used in places with an average higher bed size, consult vol-
ume, and consult to bed ratio, although this difference was only significant with regard to consult vol-
ume. Depicted in Table 2:

Single Consultant (n=33) | Small Team (n=19) P value (T-test, one
tail)
Beds Covered 736 636 0.15
Consult Volume 202 124 0.04*
Consults/100 Beds 30.2 22.2 0.14

Sixty-four percent of services would accept consults 24/7, while 17% only took emergency consults in
the off hours, and 19% restricted consults to normal working hours.

General Characteristics of Databases

Eight ethics databases (15%) were initiated before 2001, the earliest in the mid-1980s. Nine (17%) were
started in 2001-2010, 20 (38%) in 2011-2015, and 12 (23%) since 2015. (Note that ASBH provided
guidelines for internal services records and what they should contain in the 2011 edition of the Core
Competencies handbook.’) Twenty-four databases (45%) had been significantly revised since they were
first initiated, five (9%) had been slightly revised, 23 (43%) had not been revised, and one respondent
was unsure. In addition to record-keeping (96% of respondents), institutions frequently used their data-
bases to assist in establishing frequency of ethical issues (79%), assess quality (62%), scholarly research
(43%), petition for additional resources/staff (40%), establish consistency among consultants (38%),
justify current resources (34%), and aid in education and resource allocation (17%).

The method for recording and keeping data also showed significant variance. Six services (11%)
simply used Microsoft Word documents in a folder, and two (4%) had only paper records. The most
common program to record data was a simple spreadsheet (32%), followed by EMR-based records only
(19%), REDCap (13%), software specially designed for the institution (11%), and Access or other data-
base management software (8%). Thirty-two institutions (60%) only used these internal records for con-
sultation records, but other services also used the same database to record formal didactic sessions
(21%), educational interventions (19%), policy formation efforts (19%), and community outreach
(11%).

Forty-one respondents (77%) indicated that cases were recorded by the ethics consultant for each
case, while 15% had a specific person who was tasked with all data entry, 4% used trainees or fellows
for data input, and 4% would pull their data directly from patient electronic medical records rather than
input data elsewhere. To ensure data is entered consistently, 34% of services train their consultants to
enter their data properly, while another 8% have codebooks, 6% indicated they used templates to stand-
ardize entry, and 2% had two different persons review and crosscheck records. On the other hand, 26%
of services had only one person enter all data into their records, and 13% indicated they had no method
to ensure consistent data entry. Twenty-seven services (51%) reported recording all their cases in their
internal records in the past five years (or since their database was started, if more recent), and 14 more
services (26%) reported over 90% of cases were recorded. Five (9%) had documented between 75-90%
of cases, six (11%) only had 50-75%, and one (2%) reported having less than 50% of cases in its rec-
ords.

Database Contents

Table 3 (next page) shows the relative frequency of various consult-relevant information found in ethics
services’ internal records. Details included in at least 75% of databases include a patient’s name, record
number, age, location, and diagnosis; the position and concerns of the consult initiator, the date the con-
sult began, and which the ethics consultant(s) responded.
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Table 3

Patient information % | Requester Information % Consultant Activities %

Name* 83 | Name* 72 | Review of Relevant Ethics 42
Knowledge*

Record # 79 | Position* 87 | Formal Meeting Descriptions™ 64

Age 81 | Contact Information 30 | Summary of Ethical Analysis* 74

Other Demographic 58 | Requesting Service 62 | Identification of Surrogate* 55

Information

Preferences/Interests™* 28 | Ethical Concerns* 91 Options Considered* 51

Location* 87 Explanation of Whether Agreement 55
was Reached*

Diagnosis/Medical Condition* 75 | Consult Details % | Recommendations/Action Plan* 74

Capacity* 60 | Ethics Consultant™® 85 | Whether Ethics Note was Placed in 58
Chart

Code Status 60 | Date Initiated* 96 | Copy of Ethics Note Included* 38

Decision-maker* 62 | Time Initiated* 32 | None of the Above 2

Family Members Involved 58 | Date Case Ended 42

Discharge information 36 | Reason Case Ended 26 | Consultant Contributions %

Hours/Minutes Worked 30 Clarified Ethical Issues, Options, 72

Facts, Goals

Medical Team Information % | Whether Case Came in After 11 Educated Participants about Ethical/ 58

Hours Policy Issues

Attending Physician* 57 | Urgency of Case 34 | Provided Support to Medical Team 62

Primary Care Team* 60 | Difficulty of Case 25 | Provided Support to Patient/Family 58

Services Involved in Patient Care 62 | None of the Above 4 Addressed Conflict 64

None 6 Facilitated Communication 62
None of the Above 13

Following the Integrated Ethics approach,'* in 2011 ASBH recommended over 20 items to be rec-
orded in the service’s internal records and included in patient records as appropriate, and that each ser-
vice’s internal records should include a copy of any notes placed in the patient’s chart." These were re-
flected in 22 questions in the survey (marked with an asterisk in Table 2, previous page). Each insti-
tution was given an “ASBH score” to reflect how many of the 22 items they recorded. The average
ASBH score across all responses was 14.3. Only two respondents (4%) indicated they recorded all 22
items, and two institutions (4%) reported only recording three of the 22 in their databases. Nineteen
institutions (36%) had 17 or more out of 22, while 13 institutions (25%) had 11 or fewer. ASBH recom-
mended items that were recorded by fewer than half of respondents were patient preferences (28%),
time the consult was initiated (32%), a copy of notes placed in the patient’s medical record (38%), and a
review of relevant sources of ethics knowledge [policy, codes, guidelines, precedents, etc.] (42%).

The ASBH scores of different databases did not significantly correlate with bed size, consult vol-
ume, or the year a service was initiated. However, institutions with more frequent data analysis were
significantly more likely to have higher ASBH scores (Spearman’s tho = 0.378, p < .01). Additionally,
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the small team approach was associated with a
significantly higher average ASBH score than the
single consultant model (16.4 vs 13.1, p = .013),
though this may be an artifact of the data as the
only ASBH item small team members were signif-
icantly more likely to record than single consult-
ants was attending physician (78% vs 42%, p
=.019).

Most services recorded some form of qualita-
tive (text entry) information in their database, ei-
ther in a separate field or as part of a copy of the
patient’s chart note included in their records.
Such qualitative information likely related to the
ethical issue (79%), the advice given (70%), case
resolution (57%), and patient details (51%). On
the other hand, 7 services (13%) did not record
any qualitative information about a case in their
databases, and 6 of those (11%) also did not in-
clude a chart note in their records.

Most services (57%) did not record any out-
come measures in their databases. Those that did
primarily noted conflict resolution (23%), clinical
outcomes (21%), mentions of ethics in patient
charts (15%), team satisfaction (13%), and family
satisfaction (4%).

Content Analysis

A collection of data about case consultation ena-
bles one to analyze this data, for quality improve-
ment as well as other potential benefits. Fifteen
services (28%) did not routinely analyze their da-
tabases (including five that never analyzed it),
while 13 (25%) did so only annually or less often.
Fourteen services (26%) analyzed semiannually or
quarterly, while 11 (21%) analyzed their cases
monthly or more frequently. This variance may
be related to the additional time investment that
comes with analysis: the database records of 27
services (51%) did not provide any automated
analysis. The programs used by 12 services
(23%) provided simple analysis (defined as 1-4
results of note), while 7 programs (13%) provided
moderate analysis (5-9 noteworthy results) and
another 7 (13%) returned extensive analysis (10+
noteworthy results). The most common results
were tracking which ethical issues commonly
arose (89%), frequent sources of consults (74%),
and trends in cases over time (68%). Less com-
mon were patient demographics (38%), work-
hours (30%), frequency of ethics interventions
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(26%), caseload including average duration or
difficulty (25%), and comparison of caseload be-
tween consultants (13%). Analysis results were
commonly reported to the ethics committee
(77%), hospital administration (58%), all ethics
consultants (42%), and/or a department head/chair
(36%).

Cross-Institutional Reflections

Only one respondent (2%) would recommend
their database program/approach to other institu-
tions in its current form. Five others (9%) would
recommend theirs with some minor tweaks, while
18 (34%) said their approach should be custom-
ized to meet the needs of each individual institu-
tion. Twenty respondents (38%) would not rec-
ommend their database because they perceived it
as having significant drawbacks, 8 (15%) respond-
ed that each institution should primarily respond
to their own needs, and one (2%) indicated that
databases are largely unnecessary. When asked
about whether and why ethics databases may be
important to a professional ethics consultation
service, 96% indicated that database can help with
consistency, quality assurance and improvement,
91% viewed databases as helping justify ethics
consultation to one’s institution as well as others,
and 81% thought databases can help us understand
the ethics consultant role. On the other side, 19%
said that they may be somewhat helpful if only for
administrative or legal reasons, 4% thought they
take too much time away from other responsibili-
ties, and 4% thought they missed too many essen-
tial components of ethics consultation.

Respondents were also asked about the possi-
bility of cross-institutional comparisons. Seventy
percent thought such comparison would help de-
velop and standardize the profession of ethics con-
sultant, 64% saw benefit for individual consultants
and those who request consults, and 51% saw
scholarly benefits. However, 6% thought such
comparison would lose too much context to be
worthwhile, and 4% thought it would take atten-
tion away from institutional needs.

Since such comparison requires a certain level
of standardization, the survey also asked if there
should be one standard way to record cases, and if
the respondent would be willing to change their
current database to be in line with a proposed
standard.  Two-thirds (66%) of respondents



thought that a minimum standard would be best,
allowing services to record additional information
to meet their institutional needs. Perceived bene-
fits of standardization included enabling more ac-
curate and useful research and institutional com-
parisons (36%), ensuring professional standards
for ethics are universally applied (29%), and help-
ing with training and relocation (29%). Eight per-
cent of respondents thought any attempt at stand-
ardization would make more problems or addition-
al work than it would help address, 17% were
against standardization, holding that each institu-
tion should respond to its own needs, and 2%
thought records and standardization were both
unnecessary. In terms of willingness to conform
to a proposed standard, 52% said they would be
willing to make substantial changes to their data-
base to adhere to a proposed standard. An addi-
tional 11% would be willing to standardize pro-
vided only minor changes were necessary, while
23% would be willing to standardize but insisted
they continue to record all the data they currently
collect. Nine percent would only implement
changes to meet the needs at their institution,
while 4% thought their current method was appro-
priate and sufficient for their needs.

Discussion

This study reveals some important findings. First,
internal records are useful to ethics services, as on
average ethics services indicated their records
helped fulfill at least 4 different purposes, notably
including record-keeping, tracking the frequency
of issues, quality assessment, resource justifica-
tion/requests, and education. The real utility of a
well-conceived and well-managed database is an
important justification for ensuring cases are in-
putted promptly and completely, which otherwise
could be perceived as a mere bookkeeping task
with attendant low priority. Also, what is included
in internal records is somewhat consistent with
what ASBH has proposed.

There is general agreement that internal rec-
ords can be an important resource, and that com-
paring data from such records across multiple in-
stitutions would be beneficial. Further, there is a
desire for the standardization necessary to make
such data-sharing possible, and a willingness to
conform to standards that are proposed. This study
has several important limitations. The data was

collected from a convenience sample using an
online form. Data was reported anonymously and
in many cases may have been based upon the rec-
ollection of the respondent, which introduces a
potential recall bias. Additionally, the survey was
mostly multiple choice questions, some of which
were forced choices between options that may not
have obviously corresponded with the features of
a particular database, or otherwise may have failed
to capture the full range of possible responses.

Despite these limitations, this is the first study
to report on the contents of a relatively high num-
ber of ethics consultation service internal records.
The motivation behind this survey was to consider
the feasibility, advisability, and desirability of us-
ing internal service records as a resource for cross-
institutional research to better understand and
standardize ethics consultation practices—to kick
start the study and optimization of clinical ethics
informatics. There are several challenges, howev-
er, to standardization and the possibility of robust
and easy cross-institutional comparison, that this
research has revealed or confirmed.

First, consultation services vary widely.
There were large volume ethics services at rela-
tively small hospitals, and services covering over a
thousand beds that had fewer than fifty consults
per year. This in part reflects the organic nature
by which consultation services have arisen differ-
ently at different institutions. It will be hard to
ensure comparisons are meaningful across institu-
tions that have completely different hospital cul-
tures, policies, laws, administrative structures,
staffing, non-consultation activities of ethics ser-
vices, and other contextual features.

Second, as this survey found, the programs
and input methods that services use for their rec-
ords vary widely, from paper to spreadsheets to
web interfaces. Format, or at least type and meth-
od of data entry, need to be consistent if data can
be meaningfully and readily shared and compared.
This would mean both the definition and justifica-
tion of a standard, as well as its voluntary adoption
across many institutions. Importantly, what may
work well and easily for consultants at one institu-
tion, say an analysis program heavily integrated
into that institution’s EHR, may not translate well
to a universal standard, for several reasons
(requires a particular EHR program, may require
significant computer literacy or other training,
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etc.) Many institutions reported the use of simple
spreadsheet files, either as a direct record or as a
potential output file REDcap or whichever pro-
gram they recorded cases in. This may provide a
common format for sharing data at least, though
the full scope of such considerations lies beyond
this article.

Third, this survey found a wide variation in
what kind of data is recorded, whether or how it is
analyzed, even how to count different interactions
as consults. These findings confirm and expand
upon those of the 2019 systematic review of ethics
typologies,” as well as a two-site study from 2011,
which advocated a consistent list of well-defined
terms in order to “increase professionalism, allow
for easier consultation between ethicists, establish
more consistent processes, and allow for research
on HCE to be accomplished more readily.”"> This
means having not just a single program (or small
set of programs) for recording and sharing data,
but at the very least a codebook defining important
terms, and detailing the explanation and justifica-
tion of variables that have measurability, applica-
bility, and utility across institutions. This code-
book and a training module would then need to be
assessed for inter-rater reliability, both at single
institutions and across institutions with significant
differences in location, affiliation, size, resources,
ethics services, etc.

Fourth, burdens, resources, and benefits are
likely to be unequally distributed in any cross-
institutional sharing arrangement. Users of a cen-
tral ethics database may appreciate that many
small institutions submit the handful of cases they
see each year because it will better inform national
metrics, trends, comparisons, etc. However, such
a small institution may not itself benefit signifi-
cantly from resulting findings of trends and result-
ing policy/educational recommendations regarding
issues they do not see frequently, if at all. Alter-
nately, it may be easier for a low-volume consult
service to format and upload its handful of cases
than a high-volume service that keeps records of
its hundreds of cases each year in a format incom-
patible with a proposed standard. = There were
more than a few respondents who indicated that
they were frustrated with keeping double books, or
entering information merely to have it recorded
somewhere, or that their database was cumber-
some with slow input. We need to ensure that the
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benefit/burden ratio for most institutions is suffi-
ciently acceptable that voluntary participation will
occur.

Fifth, there needs to be a central body, pre-
sumably endorsed by or part of ASBH, that sets
these standards, meets challenges such as deidenti-
fication, security, translation between input meth-
ods, and generally oversees any central database.
Without a small, motivated group of persons com-
mitted to advancing the possibilities and goals of
clinical ethics informatics, the idea of a common
database for ethics consultations, as well as the
feasibility of readily shareable consultation data,
will probably remain simply an idea.

Clinical ethics informatics is not currently a
field of research or intellectual inquiry beyond a
scattered set of semi-isolated programs, languages,
typologies, formats, and metrics that have been
designed and used by the practitioners themselves
for the sole good of individual institutions. There
are vast uncharted possibilities for its future, and
many significant questions to be addressed and
challenges to overcome. Big data may not, and
perhaps should not, impact ethics consultation the
way it has many other clinical services; it is an
untried tool with untapped potential. Time will
tell what we make of it.
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IN PRACTICE

The Ethical Duty to Find Loved Ones of the So-Called

“Unrepresented” Patient
Monica L. Gerrek, PhD, Oliver Schirokauer, PhD, MD,
Steven Radwany, MD, and Jane Penttila, JD

Abstract

An incapacitated patient without a surrogate poses a special problem for medical institutions. Such a patient is unable to partici-
pate in health care decision making and does not have a loved one to assist the health care team with this responsibility. This
frequently means that the team, which is likely made up of complete strangers to the patient, is charged with making major
health care decisions for the patient. It is understandable that significant attention has been given to how decisions should be
made and who should participate in decision making for these patients. While these discussions are necessary and important,
perhaps even more compelling is the ethical obligation medical institutions have to provide appropriate resources to find the

loved ones of these patients.

Introduction

In the United States, there is a recognized ap-
proach to medical decision making when a patient
lacks the capacity to participate and there is no
record, such as a written advance directive, of the
patient’s wishes regarding the decision at hand.
Namely, the team is charged with trying to deter-
mine the patient’s relevant preferences by speak-
ing with one or more surrogates who know the
patient well and therefore can speak to what the
patient would want. If there is no surrogate availa-
ble and hence the patient is “unrepresented,” then
decisions are to be made for the patient in accord-
ance with what is deemed to be in the patient’s
medical best interest."? Implementing this last
piece of guidance is not so simple, as these pa-
tients are in an especially vulnerable position, and
numerous legal and ethical issues arise in conjunc-
tion with making medical decisions on their be-
half. These concerns have not gone unnoticed in
the literature. We direct the reader to Pope (2017)
for an extensive description of the challenges as-
sociated with the unrepresented patient and vari-
ous legal and institutional approaches to address
them, to Kim and Song (2018) for a review of the
rather sparse data-based literature concerning this
topic, and to references 4-7 for a selection of addi-
tional analyses and recommendations.
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Implicit in the decision making process just
described is the assumption, which we adopt as
uncontroversial, that the ethically appropriate way
to proceed when a patient lacks decision-making
capacity and there is no surrogate at the bedside,
is to look for the patient’s loved ones, so that they
have the opportunity to be with and care for the
patient and, in particular, participate in decision
making on behalf of the patient. Many of the arti-
cles cited above and included in Pope (2017) men-
tion explicitly the need to search for loved ones
when a patient is incapacitated and presents with-
out a surrogate. Some emphasize the point by de-
scribing, or even recommending, steps that can be
taken to find a surrogate.>**? A topic, however,
that appears to be generally unexplored in the lit-
erature is the extent of the ethical obligation
which providers may have to look for a surrogate.
In this paper, we consider the benefits and costs of
dedicating resources to this effort and share our
discovery that the potential rewards are far great-
er, and the burdens much lighter, than one might
imagine. Our conclusion is that health care institu-
tions have a clear and significant ethical duty to
invest in looking for loved ones of apparently un-
represented patients, and to do so with a degree of
dedication that is commensurate with the pro-
found impact that a successful search can have.



Challenges for Hospital Staff

In this section, we describe how the Midwestern
hospital with which we are associated responded
to the challenges inherent in caring for incapaci-
tated, unrepresented patients. Recounting this his-
tory affords an opportunity to identify a variety of
concerns related to caring for these patients that
we expect are shared by many institutions.

We begin with the obvious and practical prob-
lem of determining how to make medical deci-
sions on behalf of a patient who cannot participate
in decision making and has no surrogate. This
concern, of course, comes with significant legal
and ethical implications. From a legal perspective,
there is a need for a clear process to be used by
clinicians to establish that the tenets of informed
consent have been adhered to as closely as possi-
ble. Ethically, there is a mandate in this situation
to make decisions in accordance with the best in-
terest of the patient, a task which is clearly fraught
with uncertainty and which can be uncomfortable
for those asked to perform it.

In the early 2000s, in order to support staff
and protect the hospital legally, our hospital de-
veloped a policy to guide decision making in this
scenario. Hospital medical providers, the legal
team, and the Ethics Committee (EC), in collabo-
ration with the local Probate Court, formulated a
policy in which three tiers of decisions were de-
fined:

1. In acute cases, such as in the Emergency De-
partment, physicians were required to document
attempts to find a surrogate and proceed with care
based on a best interest determination. A second
opinion was considered helpful but was not re-
quired. This reflected traditional practice in urgent
situations when a surrogate is not available, such
as for patients with an acute, severe traumatic in-
jury or a drug overdose.

2. For subacute situations such as when consent
for an urgent surgery was needed, two or more
medical opinions from different practice groups
(if possible) were required. If the situation was
less clear cut and the decision could be delayed,
the policy required an urgent EC consult, with
community and clergy participation on the EC to
better represent the patient. In more chronic situa-
tions such as for placement in long term care, the

policy required proceeding with guardianship ap-
plication.

This policy proved to be effective. In particu-
lar, for difficult subacute cases, there was now a
process in place that incorporated a range of per-
spectives into decision making and reduced the
stress of providers caring for unrepresented pa-
tients. It also removed, in the subacute setting, the
need to seek a surrogate through the courts and the
associated delays in decision making. This change
was especially meaningful in the case of terminal-
ly ill patients who might otherwise languish in the
ICU. Of course, one consequence of the policy
was that the EC now had significantly greater de-
cision-making responsibility for patients who
were incapacitated and unrepresented.

Over the ensuing years, several developments
led to the EC playing an even larger role in deci-
sion making for these patients. Social work cuts in
all hospital units coincided with a greater empha-
sis on length of stay as a core metric for the insti-
tution. Consequently, there were fewer staff avail-
able to find missing surrogates, at the same time
that the pressure escalated to make decisions
quickly. Due in part to these forces, EC consults
for patients lacking capacity and without a surro-
gate increased steadily. In addition, the hospital’s
legal department began to have concerns that
many subacute decisions were being made with-
out adequate support, even when second or third
medical opinions were obtained. Thus, they
wished to prohibit any non-emergent decision for
patients lacking a surrogate to proceed without the
involvement of the EC.

As a result, approximately a decade after it
was instituted, the policy was revised to mandate
EC consults for all subacute decisions. The subse-
quent demand on the EC to convene to review
cases and debate medical decisions was substan-
tial. The workload, and the inefficiency of having
the EC meet and deliberate only for family to ar-
rive subsequently, as often happened, gave the
committee great incentive to find loved ones up
front.

Interestingly, during the same time period that
the hospital system was implementing changes to
its policy regarding incapacitated, unrepresented
patients, its legal department was confronted with
a new challenge. As the number of such patients
being referred to the EC grew, not surprisingly, so
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did the number of unclaimed decedents filling the
hospital’s morgue. The need to arrange for dispo-
sition of these bodies led the legal team to search
for family who could take responsibility for the
decedent. Furthermore, the hospital’s lawyers
worked out an arrangement with the Probate Court
that allowed the hospital to make disposition ar-
rangements for unclaimed decedents, so long as an
affidavit was prepared detailing the attempts to
find family of the unclaimed. Thus, for some of
the incapacitated, unrepresented patients who were
referred to the EC, legal concerns about decision
making made a thorough search for loved ones
inevitable.

Finally, it is important to recognize the pro-
found emotional strain that comes with caring for
the incapacitated, unrepresented patient. Being
responsible for, or even knowing about, critically
ill patients who are alone throughout their hospi-
talization, without anyone to speak for them or
pray for them or even just be present for their suf-
fering, can be unspeakably sad. To their credit, we
found that at our hospital, many employees — nurs-
es, chaplains, aides, security personnel, secretaries
— sometimes offered themselves during free hours
just to be present for the patient and sit at the bed-
side, especially for patients thought to be dying.

In summary, the legal and ethical obligations
around decision making, the financial environ-
ment, and the emotional toll of caring for patients
who are alone and incapacitated all aligned to give
the EC enormous motivation to look for loved
ones. Two members of the committee, the hospi-
tal’s clinical ethicist and the designated attorney
representative, who had developed her detective
skills searching for family of decedents, took on
responsibility for looking for loved ones when the
team at the bedside came up empty-handed. As we
will see, the rewards for their efforts far exceeded
all expectations.

Finding Loved Ones

In this section, we describe our experience with
looking for loved ones of incapacitated, unrepre-
sented patients. To assess the merits of investing
time and energy into this endeavor, we address
two questions. How much effort did searching
require and, if loved ones were found, how often
and to what extent did they want to be involved in
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the care of the patient?

The answer to the first question is that the
amount of work required was relatively small. The
two EC members who doubled as expert internet
sleuths estimate that they succeeded in finding a
family member in approximately 90% of the cases
referred to the committee, and in most of these
cases, did so within two hours. What is especially
striking about this track record is that the cases
that made it to the EC were the ones that had al-
ready been worked on by a social worker or case
manager.

Perhaps even more surprising is what hap-
pened when loved ones were found. One might
expect that an incapacitated, unrepresented patient
would be estranged from family and friends, and
therefore, that anyone discovered in a search
would likely not be interested in participating in
the patient’s care or speaking on the patient’s be-
half. What we found, however, was quite the op-
posite. Time and again we saw that illness can
bring families back together and that family mem-
bers of sick patients will almost always participate
in decision making, even when there has been an
estrangement and regardless of the reason for the
estrangement. Frequently, we found loved ones
who were actively looking for the patient and
would never have known about the patient’s ill-
ness or death if not for our efforts. Ultimately, we
came to believe that almost no one needs to be
sick or die alone and learned to appreciate the
mystery and magic in what appear, at first glance,
to be broken relationships.

To give the reader a sense of our experience,
we offer a few of the many moving stories we en-
countered in our searches for loved ones.

Cousin on a Motorcycle: The patient was a 62-
year-old male who had been found down at a
homeless shelter. He had a very poor prognosis
and the team was recommending hospice. Howev-
er, he lacked decision making capacity and could
not be enrolled in hospice because he could not
give consent and had no family member present
who could provide consent. When the EC was
consulted about this patient, he had been in the
hospital for five days, and the team had been una-
ble to determine if he had family, let alone locate
them. Neither a cursory search of his electronic
medical record (EMR) nor a thorough search on



the internet revealed any useful information. The
next step was to look through the paper records
that the hospital scans and keeps in an electronic
archive that is separate from the primary EMR.
About an hour into this search, we came upon a
request for records related to a disability claim
made two years prior to the current admission.
This document was signed by a lawyer, whom we
proceeded to contact. The lawyer would not pro-
vide any information but took ours. Several
minutes later, we received a call from the patient’s
cousin, who lived 600 miles away, and who in-
formed us that the patient was an only child, that
his parents were deceased, that the two of them
had been raised like brothers, and that he had been
trying to reach the patient and his friends for days
without success. After being advised of the pa-
tient’s medical situation, he drove the 600 miles to
the hospital during the night on his motorcycle to
get to the patient’s bedside. Once at the hospital,
the cousin explained that he did not believe the
patient would want to continue with life-sustaining
measures given the poor prognosis. After his
cousin consented, the patient was transferred to
hospice. To our surprise, the patient’s cousin was
then able to find the patient’s son, whom we had
no knowledge of and who visited the patient in
hospice before he died. If the cousin had not been
found, the EC would have made a recommenda-
tion about the patient’s treatment. It is likely that it
would have been to withdraw life-sustaining treat-
ment. Since enrolling the patient in hospice would
not have been possible, he would have died alone
in the ICU. Furthermore, the patient’s cousin
would not have known what had happened to his
cousin. He expressed his deep gratitude to the
team for finding him.

Good Son, Bad Son: The patient was a 66-year-
old male with a complex medical history who was
admitted from home after being found uncon-
scious by his home health aide. His prognosis was
very poor, but neither the Medicaid waiver pro-
gram he was involved in nor the Department of
Veterans Affairs could locate family, although the
waiver program believed he had two sons, “a good
son and a bad son.” A search of court records indi-
cated that he had been previously married. Further
review of court records revealed that he had as-
saulted his now ex-wife and that she had been

treated at this same hospital for the injuries result-
ing from the assault. After receiving permission
from our legal team, we searched the patient’s ex-
wife’s medical records for contact information for
possible children. We were able to find a phone
number for a son. During a phone call with him,
he advised that he was not the patient’s biological
son, but the patient’s step-son who had ended his
relationship with the patient. According to the step
-son, the patient’s other son, his biological son,
was in prison for having assaulted the patient, and
the patient had no other family. The step-son of-
fered to come to the hospital and arrived shortly
thereafter with his wife and his mother, the pa-
tient’s ex-wife. After further discussion with the
team, it was clear that the patient’s step-son and ex
-wife knew the patient well and despite the history
with the patient expressed their desire to help him
because they were his only family. They were able
to act as appropriate surrogates and provided the
team with information about what the patient’s
wishes would be in this situation. The patient sub-
sequently died with his step-son and ex-wife at his
bedside.

Long Distance Ex-wife: The patient was a 72-
year-old male admitted from an extended care fa-
cility with multiple acute problems and a very
poor prognosis. The facility he had been living in
was a forensic treatment center; he had been
charged with trying to murder his second wife
some years earlier. His violence was due to early
onset dementia. The ICU contacted the EC three
days after his admission because he was unrepre-
sented and lacked medical decision-making capac-
ity. His medical record did not provide any useful
information. We checked the court records and
learned the name of his first wife and that they had
two children. A Google search revealed a
LinkedIn page for someone with the same name as
his first wife, working in Texas, some 1,500 miles
away. We called the Texas workplace, explained
the situation to the Human Resources representa-
tive, and left our contact information. Given the
attitude of the representative, we had little hope of
hearing anything back. However, the next morn-
ing, we learned that the patient’s first wife had
called the ICU overnight and had also left a
voicemail for us. When we returned her call, one
of the first things she said was, “We may be di-
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vorced, but he is the father of my children.” She
proceeded to begin the long drive, with her son, to
our hospital. Unfortunately, the patient passed
away before they completed the trip. Despite this,
the family expressed their gratitude to us for find-
ing them. Moreover, because we found them, they
were able to talk to the chaplain who was with the
patient when he died and know that he did not die
alone.

Principles of Bioethics

It is often useful, when faced with questions of an
ethical nature in health care, to refer to the fram-
ing principles introduced by Beauchamp and Chil-
dress: respect for patient autonom(?/, non-
maleficence, beneficence, and justice.1 In this
section, we move away from the anecdotal flavor
of the previous sections and consider the benefits
of finding loved ones for incapacitated, unrepre-
sented patients in the context of the first three of
these principles. We focus on the case that the pa-
tient is seriously ill, possibly near the end of life.
Doing so allows us to introduce data that captures
what patients care about at such a time. Based on
our experience and sensibility, we believe the dis-
cussion that follows applies equally well when the
patient’s condition is not so dire.

Respect for Patient Autonomy: A primary reason
to look for loved ones of incapacitated, unrepre-
sented patients is to obtain input from them about
the patient’s wishes and values so that medical
decision making can be guided by an understand-
ing of what the patient would choose. Thus, the
investment to find loved ones is directly tied to a
desire to respect the patient’s autonomy.

In addition, there is good reason to believe
that the unrepresented patient would want a loved
one at the bedside, at least at the end of life. We
cite two studies. One asked a patient to rate the
importance of various elements of the end of life
experience.'' We display six of these (the element,
followed by the percentage of respondents rating
the element as “very important™):

1. Saying goodbye to important people
(90 %)

2. Resolving unfinished business with
family or friends (86%)
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3. Sharing time with close friends (85%)

4. Believing that family is prepared for
one’s death (85%)

5. Having family present (81%)

6. Not dying alone (75%)

In a second study, the authors asked patients with
advanced cancer or some other end-stage diagno-
sis, staying in five hospitals in different regions of
Canada, about care at the end of life.'* The four
most important concerns for these patients were:

1. To have trust and confidence in the doctor
looking after you

2. Not to be kept alive on life support when there
is little hope for a meaningful recovery

3. That information about your disease be com-
municated to you by the doctor in an honest
manner

4. To complete things and prepare for life’s end
(life review, resolving conflicts, saying good-
bye) (our emphasis).

We recognize that an incapacitated patient
may not be able to participate in conversations
with loved ones and that data from a study does
not imply that a particular patient, perhaps espe-
cially one who is alone in the hospital, would
choose to have loved ones present. However,
these studies and what we have observed lead us
to believe that it is likely that finding loved ones
of a dying, incapacitated patient is congruent with
the wishes of the patient. Given this to be the case,
looking for loved ones can be viewed as an act of
respect for patient autonomy.

Non-maleficence: The principle of non-
maleficence requires that providers strive not to
harm their patients. Multiple investigations sug-
gest that finding loved ones might have a protec-
tive effect on the quality of life and of death for
seriously ill patients.

We begin with a study that found that incapac-
itated ICU patients who are unrepresented were in
the ICU on average twice as long as those who
had a surrogate and, in addition, that they received
more life-sustaining treatments.® As the authors
note, although more time and life-extending inter-
ventions in the ICU might reflect differences in
medical status between the two populations, they



may also be the result of decision-making delays
or hesitancy on the part of providers to withdraw
non-beneficial treatment when there is no surro-
gate to consent. In fact, the same authors, in a sub-
sequent study with a larger group of collaborators,
verify that some physicians are reluctant to con-
sider withdrawal of life-sustaining treatment if no
surrogate is present and draw attention to the wait
that can be created by whatever decision-making
process a hospital has adopted.”® Though further
research is needed, the concern is that when a dy-
ing patient has no surrogate, there is an increase in
the likelihood that the patient’s life will be pro-
longed by medical intervention with no expecta-
tion of improvement in quality of life. Such a
death is referred to as dysthanasia. By contrast,
finding loved ones for patients in the ICU can be
part of an effort to allow for a natural death or or-
thothanasia.

Another study that supports this view is a ret-
rospective investigation of patients who died in
146 Veterans Administration (VA) facilities
providing acute or long-term care. It found that
patients who had family involved in their care
were more likely to have had a DNR order written
than those patients for whom no family member
participated in care.'* This observation raises con-
cern that unrepresented patients may be more like-
ly than their represented counterparts to receive
non-beneficial, potentially harmful, resuscitation
near the end of life. We see again that loved ones
at the bedside may play a role in safeguarding pa-
tients from dysthanasia.

Beneficence: Medical providers have an obliga-
tion to promote the well-being of their patients.
What constitutes well-being for a patient ap-
proaching the end of life undoubtedly varies from
person to person. However, the studies cited in the
subsection on autonomy indicate that for most
people, not being alone, having family present,
and having closure with loved ones are of great
importance and value.'"'? If we embrace the no-
tion that promoting these elements is in the pa-
tient’s best interest, then the principle of benefi-
cence urges us to make a concerted effort to find
loved ones when a seriously ill patient is alone.
The retrospective of VA patients cited in the
preceding subsection suggests that finding loved
ones may offer an additional benefit to patients.

Namely, it found that those who had family in-
volved in their care were more likely to have had a
palliative care consult placed and were more likely
to have been visited by a chaplain than those for
whom no family was present.'* These practitioners
address physical and spiritual suffering and in so
doing provide care to patients and their loved ones
that can be of great comfort and meaning to pa-
tients.

In this context, we note that finding loved
ones can have a huge impact on the lives of the
loved ones themselves. Heyland et al.'* asked
family members of patients with end-stage illness
about what was most important to them. Six of the
top eight concerns were related to the treatment
that the patient was receiving. The remaining two
were:

1. To have the opportunity to strengthen or main-
tain the relationship with your family member

2. To complete things, resolve conflicts, and say
goodbye to your family member.

We see again the importance people place on
connection to loved ones at times of serious ill-
ness. It is not our intent to explore the nature of
the ethical obligation, if there is one, that a
healthcare provider has to the loved ones of a pa-
tient. However, we do want to make clear that one
of the great rewards of finding loved ones of sick
patients, especially those who are dying, is the
meaning and closure it gives to those who are
found.

Finally, though the principles of bioethics are
not generally thought of as guiding interactions
between the hospital and its staff, it is important in
the context of non-maleficence and beneficence,
to recall the emotional distress that providers ex-
perience caring for incapacitated, unrepresented
patients. The arrival of loved ones alleviates this
sorrow and, as we have seen, can be truly uplift-
ing. Thus, supporting the effort to find loved ones
is one way that a hospital can care for its caretak-
ers.

Conclusion

In this paper we have considered the fate of pa-
tients who lack medical decision-making capacity,
have no surrogate, and are dealing with a signifi-
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cant medical condition. There are many such pa-
tients. In fact, one of the ICU studies cited in the
previous section found that 16% of patients admit-
ted to the medical ICU in a particular West Coast
urban hospital over a 7-month period were inca-
pacitated and had no surrogate for the duration of
their admission.® The other ICU study cited above
recorded that of all the ICU deaths that occurred
over a 6-month period in seven hospitals located
in the eastern and western U.S., 5.5% were deaths
of incapacitated, unrepresented patients.”> The
numbers make clear that many lives are impacted
by how hospitals decide to care for these patients.

At our hospital, as described, when the bed-
side team is unable to find a surrogate for an inca-
pacitated patient, the case is referred to the EC.
The committee, in turn, will continue the search
for a surrogate and will only weigh in on medical
decisions so long as these efforts fail. This prac-
tice of making an extra effort to look for loved
ones began because of an interest in finding a sur-
rogate to help with decision-making and thereby
alleviate the burden on the EC. It has evolved into
a profoundly rewarding component of care that
goes far beyond decision-making. Bringing to-
gether loved ones who have lost each other is an
opportunity to improve the quality of life for all
involved and, in the case of patients who are dy-
ing, can allow for the possibility of a better death
and a sense of closure. Given the evident benefits
afforded patients, loved ones, and caretakers and
the relatively small amount of resources needed to
realize these benefits, we contend that health care
institutions have a clear ethical obligation to en-
sure that they are investing adequately in finding
loved ones.

This discussion naturally leads to considera-
tion of the ethical obligation that providers might
have to search for loved ones of unrepresented
patients more broadly. For example, does a hospi-
tal have an ethical obligation to look for loved
ones in the case that an incapacitated, unrepresent-
ed patient comes to the hospital with medical
needs that are relatively minor? Or, expanding
further, does a hospital have an ethical obligation
to find loved ones for a patient who does have de-
cision-making capacity and informs hospital staff
that no family or close friends are in the patient’s
life? In this case, certainly a search should not be
performed in the face of an autonomous refusal,
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but to what extent, if at all, does a patient have to
actively support the idea of finding loved ones for
it to be acceptable to begin looking? We do not
attempt to answer these questions here but empha-
size that there are many patients who are alone
and whose lives and health could be improved by
some creative searching.

AUTHORS

Monica L. Gerrek, PhD (co-author) is the Co-
Director of the Center for Biomedical Ethics and
Chair of the Ethics Committee at MetroHealth
System in Cleveland, Ohio. She is also an assistant
professor in the Department of Bioethics at Case
Western Reserve University and serves as the clin-
ical ethicist/educator at Summa Health in Akron,
Ohio. While she is not sure ethics consultants or
committees should be responsible for finding the
loved ones of patients, she does believe hospitals
have the obligation to do so. Playing investigator
and reuniting families is one of the most reward-
ing things she does.

Oliver Schirokauer, PhD, MD (co-author) is an
assistant professor in the Department of Bioethics
at Case Western Reserve University in Cleveland,
Ohio, where his responsibilities include oversee-
ing the ethics curriculum for the medical students
and co-directing the two-year Foundations of Clin-
ical Medicine seminars program for the pre-
clerkship medical students. He is also Director of
the Medical Facilitation Program at the Metro-
Health System. This program supports patients
adjusting to major illness by helping them make
sense of their circumstances and engage effective-
ly in their care.

Steven Radwany, MD, FACP, FAAHPM is a
Professor of Medicine in the Division of Palliative
Medicine at the Ohio State University Wexner
Medical Center currently focusing on providing
palliative care to patients in the James Compre-
hensive Cancer Center. Previously he worked for
32 years as an internist and palliative medicine
physician at Summa Health in Akron, Ohio where
he served as Ethics Committee Chair for 20 years.
His interests include clinical bioethics, postgradu-
ate medical education, international palliative
care, and program development in Hospice and



Palliative Medicine.

Jane Penttila, JD is a licensed attorney who
worked in major health systems for 26 years prior
to beginning a new chapter in life earlier this
year. As a health care attorney, most of her time
was focused on corporate legal matters. In addi-
tion, she has served on the ethics committees of
these hospitals for the last 25 years. She readily
admits that addressing patient issues and working
with health care professionals provided the most
personal satisfaction in her legal work, and some-
times the most frustrations.

ACKNOWLEDGEMENT

We would like to thank Njambi Kimani for the
research assistance she provided.

REFERENCES

1. Karp N and Wood E. Incapacitated and Alone: Health
Care Decision-Making for the Unbefriended Elderly. Wash-
ington, DC: American Bar Association; 2003.

2. Pope TM. Unbefriended and unrepresented: better medical
decision making for incapacitated patients without healthcare
surrogates. Ga State Univ Law Rev. 2017; 33(4): 923-1017.

3. Kim H and Song MK. Medical Decision-Making for Adults
Who Lack Decision-Making Capacity and a Surrogate: State
of the Science. Am J Hosp Palliat Care. 2018; 35(9) 1227-
1234.

4. White DB, Jonsen A, Lo B. Ethical Challenge: When Clini-
cians Act as Surrogates for Unrepresented Patients. Am J Crit
Care. 2012; 21(3): 202-207.

5. Pope TM. Making Medical Decisions for Patients without
Surrogates. NEJM. 2013; 369(21): 1976-1978.

6. Smith ML and Luck CL. Desperately Seeking a Surro-
gate—For a Patient Lacking Decision—-Making Capacity.
Narrat Ing Bioeth. 2014; 4(2):161-169.

7. Farrell TW, Widera E, Rosenberg L, Rubin CD, Naik AD,
Braun U, Torke A, Li I, Vitale C, Shega J, AGS Position
Statement: Making Medical Treatment Decisions for Unbe-
friended Older Adults. J Am Geriatr Soc, 2017; 65(1):14-15.

8. White DB, Curtis JR, Lo B, Luce JM. Decisions to limit
life sustaining treatment for critically ill patients who lack
both decision-making capacity and surrogate decision-makers.
Crit Care Med. 2006; 34(8): 2053-2059.

9. Moye J, Catlin C, Kwak J, Wood E, Teaster PB. Ethical
concerns and procedural pathways for patients who are inca-

pacitated and alone: implications from a qualitative study for
advancing ethical practice. HEC Forum. 2017; 29(2):171-189.

10. Beauchamp TL and Childress JF. Principles of Biomedi-
cal Ethics, 7" edition. New York: Oxford University Press;
2012.

11. Steinhauser KE, Christakis NA, Clipp EC, McNeilly M,
Mclntyre L, Tulsky JA. Factors Considered Important at the
End of Life by Patients, Family, Physicians, and Other Care
Providers. JAMA. 2000; 284(19): 2476-2482.

12. Heyland DK, Dodek P, Rocker G, Groll D, Gafni
A, Pichora D, Shortt S, Tranmer J, Lazar N, Kutsogiannis
J, Lam M. What matters most in end-of-life care: perceptions
of seriously ill patients and their family mem-
bers. CMAJ. 2006; 174(5): 627-63.

13. White DB, Curtis JR, Wolf LE, Prendergast TJ, Taichman
DB, Kuniyoshi, G, Acerra F. Lo, B, Luce JM. Life support for
patients without a surrogate decision maker: who decides?
Ann Intern Med. 2007; 147(1): 34-40.

14. Sudore RL, Casarett D, Smith D, Richardson DM, Ersek
M. Family involvement at the end-of-life and receipt of quali-
ty care. J Pain Symptom Manage. 2014; 48(6): 1108-1116.

Journal of Hospital Ethics 43



CASE 1

Professionalism: What’s Really Required?

The Editorial Group of the John J. Lynch, MD

Complexity: 123 4

Abstract

enter for Ethics

Katherine Simpson is a first-year medical resident at Big City Hospital. Kenny Jay is a second-year surgical resi-
dent at the same hospital. Kenny starts talking about Katherine to his peers. He makes disparaging and vulgar re-
marks about her appearance, suggests that she’s too disorganized to be a physician and wonders out loud how she
ever got through medical school. In a hospital (or physician practice or out-patient setting of any kind), it is critical
to aspire to the highest levels of safety and mutual respect for patients and all others within the organization. Such
an orientation is necessary to strengthen the moral climate of any health care institution which, in turn, supports
moral decision-making by those within that environment. Thus, for the well-being of everyone around Kenny, his

behavior needs to be checked, stopped, and redirected.

PRESENTATION

Katherine Simpson is a first-year medical resident
at Big City Hospital. She lives with 3 other resi-
dents. Kenny Jay is a second-year surgical resi-
dent at the same hospital. There is a bar and burg-
er joint, The Cow Barn, near the hospital where
many of the residents go after their shifts. On one
of these nights, Kenny runs into Katherine. She’s
tired and just trying to get a quick bite to eat and
go home. Kenny comes over and asks if he can sit
down. Not pleased but afraid to seem unfriendly
to one of the more senior surgical residents, she
agrees. Almost immediately, Kenny starts hitting
on Katherine. She’s immediately uncomfortable,
gulps down her dinner, and gets up and leaves.
This interaction is seen by several other residents
who are also at the restaurant.

The next day, Kenny starts talking about
Katherine to his peers. He makes disparaging and
vulgar remarks about her appearance, suggests
that she’s too disorganized to be a physician and
wonders out loud how she ever got through medi-
cal school. One or two of the residents able to hear
the comments also saw what happened the night
before at The Cow Barn but are uncomfortable at
the idea of saying anything to him about it.

Anthony (Tony) Knight overhears Kenny’s
chatter, too. He knows Katherine and thinks she’s
very smart, will make a great physician and is very
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concerned that Kenny’s comments will get back to
her. He has spoken with her several times and
knows she’s a bit shy and may lack the confidence
to stand up to Kenny if she got wind of what he’s
saying. Tony is also of the opinion that Kenny is
arrogant and obnoxious. Worse still, Tony thinks
Kenny is lacking empathy for his patients. Tony
sees this lack of empathy spilling over into other
personal interactions Kenny has with residents,
finding his inappropriate and offensive comments
about Katherine just part of the overall pattern.

Tony knows Kenny well enough to know that
if he says anything to Kenny, directly, Kenny’s
going to go after him. Any time Kenny feels
threatened he goes on the attack and attempts to
smear anyone who dares to suggest that he isn’t
the greatest surgeon in the training program.

Tony is really torn. He feels that he wants to
try and stop Kenny’s ranting about Katherine but
is afraid of taking him on. He doesn’t want to go
to the senior resident or his attending. In thinking
it over, he remembers that in his orientation, the
residents learned that there is an ethics program in
the hospital, and they were told they could page
any time. Tony had had the experience of having
an excellent medical ethics course in medical
school, having learned the ways in which a hospi-
tal’s ethics consultation service can be of help,



confidentially, when ethics problems arise. Alt-
hough this isn’t an ethics problem about a patient,
Tony intuitively knows that Kenny’s behavior is
wrong and harmful. He seeks out one of the clini-
cal ethicists to discuss what might be useful next
steps to begin to stop Kenny in his tracks and in so
doing, maybe help Kenny to start down a path to
becoming a better physician.

ETHICAL ISSUES

This case includes both interpersonal and organi-
zational issues. Concerning the interpersonal, it is
clear that somehow, Kenny’s inappropriate verbal
output about Katherine needs to be checked and
stopped. It is harmful to Katherine, whether she
knows it is occurring or not. And it forestalls in
Kenny the kind of character development that
ought to be required of every physician; this is a
life-long process that if not already ingrained in a
physician early in life, it is required once one takes
the oath to become a physician. Right character is
how a physician can be depended upon to attempt
always to act in the best interest of his/her pa-
tients, colleagues, and society.

From an organizational ethics perspective, the
practice of medicine is, in and of itself, a difficult
and complex profession. In a hospital (or physi-
cian practice or out-patient setting of any kind), it
is critical to aspire to the highest levels of safety
and mutual respect for patients and all others with-
in the organization. Such an orientation is neces-
sary to strengthen the moral climate of any health
care institution which, in turn, supports moral de-
cision-making by those within that environment.
Thus, for the well-being of everyone around Ken-
ny, his behavior needs to be checked, stopped and
redirected.

RECOMMENDATIONS

Over coffee, Tony and one of the hospital’s clini-
cal ethicists discuss what has been going on with
Kenny, how Tony feels about Kenny and his be-
havior and what Tony might do. Between the two
of them, Tony and the ethicist come up with an
approach that might stop Kenny now and in fu-
ture from making disparaging remarks about any-
one, help Kenny understand that stopping this be-
havior is required by his training requirements,
and help Tony feel more disposed towards Kenny,
improving their working relationship.

The decision was made that Tony would spend a
little time by himself reflecting on how he feels
about Kenny. As part of this self-reflection, Tony
is going to try and think about Kenny the way he
would about an unpleasant patient. For such a
patient, Tony does not have any great difficulty
mustering compassion for what the patient is go-
ing through and why the patient may be engaging
in bad behavior.

Tony has also taught himself that once he has
been able to depersonalize the situation, he tries to
think compassionately about the patient. Perhaps
this is a patient who has had a difficult life. Per-
haps this patient comes from a dysfunctional fami-
ly where interpersonal communications have al-
ways been rude, harsh, or demeaning.

Tony should try to engage Kenny in a light
conversation about how impressed Tony is with
the incoming residents this year. Of those he men-
tions, he is going to include Katherine (this ap-
proach will only work if Tony is indeed impressed
and genuine in his praise). Then he’s going to ask
Kenny what he thinks about how the attendings
depend on them to build confidence in the junior
trainees and what might be good ways to do that,
especially for those who seem a little shy, like
Katherine. Tony should try to emphasize what he
thinks Kenny does well, letting him know that oth-
ers look up to him. Then Tony is going to cross his
fingers and hope he has had some positive impact
on checking Kenny’s inappropriate behavior, pre-
venting more of it, and helping Kenny look to his
strengths and focus on those.

REASONING

At its most fundamental level, the approach Tony
and the ethicist shape for Tony to take comes
down to the idea that a positive and indirect ap-
proach will be more successful than taking a nega-
tive, punitive, ‘in-your-face’ approach. It is a way
of addressing Kenny’s bad behavior with a strate-
gy that involves Kenny in his own character devel-
opment and self-awareness. Having a conversa-
tion with someone with a plan to come to a certain
conclusion is part of everyone’s job. And doing it
over a beer rather than in the hospital unit’s con-
ference room or someone’s office is simply
providing an environment that may be more con-
ducive than having the conversation in the hospi-
tal. Setting is as important a consideration as is
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anything else; understanding that is not manipula-
tive. It is simply being good at being effective in
the work place.

What may seem manipulative is that Tony is
thinking about and planning for the conversation
rather than just having it. But this, too, is part of
having successful conversations at work. Having
a conversation at work, especially a conversation
as important as this one (remember, there is a lot
riding on this conversation; Katherine’s wellbeing,
developing self-awareness in Kenny of what is
right behavior, and improving moral climate in the
hospital), is not the same as having a conversation
with your best friend. Work is work, regardless of
where the conversation(s) takes place. And being
always alert to one’s responsibilities for conduct-
ing one’s work conversations at a level of thought-
fulness is part of achieving excellence in interper-
sonal communication.

Achieving excellence in interpersonal commu-
nication, further, is not some mere nicety or old-
fashioned physician etiquette. It is one of the Ac-
creditation Council for Graduate Medical Educa-
tion (ACGME)’s six Core Competencies.' These
six are:

*Patient Care

*Medical Knowledge

*Interpersonal Communications Skills
*Professionalism

*Practice-Based Learning and Improvement
*Systems-Based Practice

The ACGME expects competency in all 6 are-
as to the level of a new practitioner. But even
when these competencies have been considered
met by the end of residency, these are the domains
that make medicine a profession. From an ethical
perspective, scientific and technical competency
are only the baseline. Working to perfect these
skills over the span of a career is the art of medi-
cine. And it is mastery of the art of medicine that
separates those physicians who are merely compe-
tent from those who are truly great.

Focusing only on the ‘Interpersonal and Com-
munication Skills’ and ‘Professionalism’ domains,
the ACGME Core Competencies spell out what
skills and qualities are required. For mastery of
the ‘Interpersonal and Communications Skills’
domain, the ACGME explains that residents must

46 Journal of Hospital Ethics

show skills in areas that, “...result in the effective
exchange of information and collaboration with
patients, their families, and health professionals.”
Residents must:

*communicate effectively with patients, families,
and the public...across a broad range of socioeco-
nomic and cultural backgrounds,

*communicate effectively with physicians, other
health professionals, and health related agencies;
*work effectively as a member or leader of a
health care team or other professional group,

*act in a consultative role to other physicians and
health professionals; among other requirements.

In the ACGME ‘Professionalism’ domain,
residents are called on to show, ‘...a commitment
to carrying out professional responsibilities and an
adherence to ethical principles.” Residents must
demonstrate:

*compassion, integrity, and respect for others;
*responsiveness to patient needs that supersedes
self-interest;

*respect for patient privacy and autonomy;
*accountability to the patients, society and the
profession, and,

*sensitivity and responsiveness to a diverse pa-
tient population.

Kenny’s behavior violates the ACGME re-
quirement to communicate effectively with physi-
cians, work effectively as a member of a team, and
to show compassion, integrity, and respect for oth-
ers. Rather than a skill, compassion calls on the
physician to have the ability to imagine what an-
other, who suffers, feels. This calls for a maturity
in emotional response that allows the physician to
empathize with the suffering of others.
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CASE 2

End-of-Life? Dying? Does Our Assessment Change in

a Pandemic?

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

Complexity: 123 4

Abstract

In the middle of the COVID-19 pandemic, Mr. Smith had a heart attack. Just days before Mr. Smith’s heart attack,
the visitation policy was switched to a no-visitor policy, with the exception of a single visitor being allowed if the
patient was at end-of-life. When Mr. Smith stabilized, the team’s recommendation was to remove the ventilator
and provide comfort care. Nevertheless, it seemed they were going to have to stick to the limited visitation policy,
so his wife could not come in. Ought an exception be made so this patient’s wife can come into the hospital prior
to shifting a normal plan of care to comfort measures only? What does it mean to be at the end-of-life?

PRESENTATION

In the middle of the COVID-19 pandemic, Mr.
Smith had a heart attack. He is 72 years old and
diabetic but was otherwise fine prior to his cardiac
event. Before the COVID-19 stay-at-home re-
strictions, he had been living an active life, play-
ing golf twice a week, walking most of the course.
Since the pandemic has set in, he has been walk-
ing 2-3 miles a day around his neighborhood with
his dog.

Although the event was witnessed by his wife
of 48 years and she tried to resuscitate him while
the ambulance was on its way, she was not able to
arouse him. When the emergency medical team
arrived, they were able to obtain a pulse and intu-
bated him in the field. He was transported to his
local hospital, where he has been in the intensive
care unit (ICU) for 4 days. Since all the area hos-
pitals have implemented a no-visitor policy to pro-
tect against the spread of COVID-19, the EMTs
informed Mrs. Smith that the doctors at the hospi-
tal would contact her promptly.

The treating team physicians have been keep-
ing Mrs. Smith updated daily, although the news
has been consistently grim. Although Mr. Smith
remains COVID negative, it has not helped him.
He has not awakened. He does not open his eyes
nor respond to pain. The physicians believe he has
suffered such a serious anoxic brain injury that he

is not expected to improve. They are recommend-
ing that they remove the respirator and shift to
comfort measures only.

Mrs. Smith has been open to that recommen-
dation. Although she and her husband did not have
Advance Directives (ADs), she has communicated
that her husband was a very active person and she
did not think he would want to survive if he would
be completely dependent. However, Mrs. Smith
would not agree to a shift to comfort measures
only until she saw him.

About a week before Mr. Smith’s cardiac
event, the hospital had been allowing one visitor
per patient, two visitors if the patient was at end-of
-life. Just days before Mr. Smith’s heart attack,
with COVID-19 patients filling the hospital, the
visitation policy was switched to a no-visitor poli-
cy, with the exception of a single visitor being
allowed if the patient was at end-of-life.

In Mr. Smith’s hospital, the process for desig-
nating that a patient is at end-of-life is the respon-
sibility of the treating attending physician. That
physician, once the end-of-life determination has
been made, must contact either the Chief Medical
Officer (CMO) or the Chief Nursing Officer
(CNO) to obtain approval for visitation.

Permission to visit Mr. Smith was initially
denied on the basis that the patient was not at the
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end of his life. However, as Mr. Smith’s condition
stabilized, the team’s recommendation was to re-
move the ventilator and to provide only those in-
terventions needed for the patient’s comfort as he
was expected to die quickly. Nevertheless, it
seemed they were going to have to stick to the
limited visitation policy to protect everyone from
possible infection, so his wife could not come in.
After the call to the CMO was over, Mr. Smith’s
attending called for an ethics consultation.

ETHICAL ISSUES

The ostensible ethics issue is about policy. That
is, ought an exception be made to a policy that has
been instituted to protect patients, healthcare pro-
viders, and others in the hospital from contracting
COVID-19 so this patient’s wife can come into the
hospital to have the kind of discussion with her
husband’s healthcare providers that would be con-
sidered customary, prior to shifting a normal plan
of care to comfort measures only.

Resolving this initially obvious ethics issue,
however, is only the easiest of the ethics consider-
ations at stake. Because the policy of no-visitors
except for those patients at end-of-life was created
to protect the vast number of patients and their
families, this situation was not addressed specifi-
cally. When the clinical ethicist and the CMO
discussed the ethical problem posed in this case,
that is, the potentially coercive nature of the policy
as written, it did not take very long for this consid-
eration to result in the CMO reversing his decision
by making an exception to that policy.

The deeper ethical aspect of this case sur-
rounds what it means to be at end of life. Perhaps
for a patient with metastatic disease that has pro-
gressed to the point where the patient is unrespon-
sive, if her pain is sufficiently treated, it seems
straightforward to say this patient is at the end of
her life. She has an irreversible, progressive, ter-
minal disease. Mr. Smith is representative of
many patients with severe, irreversible brain dam-
age of the sort that renders patients unresponsive
except to pain, who cannot survive without life-
sustaining technology of either a ventilator or a
tracheostomy with a feeding tube. Often, with the
application of such technologies, it is impossible
to predict when death might occur, thus, coming to
agreement on whether the patient is in an end-of-
life condition presents a significant challenge.
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RECOMMENDATIONS: What Does it Mean
to be at End-of-Life?

Until orders for comfort measures only have been
issued, the patient is unlikely to be considered at
the end of life. Is the terminology of ‘end of life’
the same as, or sufficiently similar to, dying? In
the example of a patient with metastatic cancer,
given her advanced disease, many might agree that
the patient is dying. It is likely that she meets hos-
pice criteria for death within the next 6 months.'
But in Mr. Smith’s case and all the cases like him,
there is sure to be disagreement.

Since originally conceptualized, the Surprise
Question (SQ), “Would I be surprised if this pa-
tient died within 12 months?” gained quite a few
adherents for its ability to be a clinical predictor of
patient mortality.” Unfortunately, with enthusiasm
for the SQ as a clinical tool to predict mortality in
patients came additional research on its effective-
ness, and findings for the utility of prognostic suc-
cess in hospitalized patients have spanned from
mixed to disappointing.

It might be fair to suggest that Mr. Smith, at
minimum, has had a terminal event. That we still
know so little about brain damage makes it diffi-
cult, however, to say whether Mr. Smith’s brain
damage is irreversible or only possibly irreversi-
ble. If we cannot say that his brain damage is de-
finitively irreversible, and in all other ways Mr.
Smith is stable, many would be unwilling to say
Mr. Smith is actively dying, or even in an end-of-
life condition, ergo the original refusal to allow
Mrs. Smith into the hospital. This clinical and
philosophical problem begs the question of wheth-
er it is the same, or sufficiently similar to say that
Mr. Smith is actively dying, dying, or at end-of-
life. Fundamentally, these are conceptual matters,
and how we define these terms, if carefully done,
will carry practical implications regarding an as-
sessment of appropriate care.

T.S. Eliot said “In my beginning is my end.” *
Although Eliot may have been correct in the
broadest sense of human existence; that as soon as
we are born we begin to die, engagement with this
expansive possibility is well beyond the scope of
this case discussion. Even more narrow medical
questions about whether Mr. Smith, and the many
patients like him, are actively dying, dying, and/or
at the end-of-life are also beyond the scope of this
case to explore. Nonetheless, they have been noted



as the deep, fundamental questions to which phi-
losophers who wish to assist clinicians and clini-
cal ethicists should give much more attention than
they have to date. Given, however, that a central
difference between ethical theory and applied eth-
ics is that the latter focuses on arriving at the ethi-
cally optimal (or at the very least, ethically per-
missible) solution to a particular clinical problem
for a particular patient within a particular time
frame, we return to the specifics of Mr. Smith’s
case and the last clinical ethics issue to resolve.

When Mrs. Smith comes to see her husband
and have an end-of-life conversation with her hus-
band’s physicians, she decides that although she
still believes her husband would not want to be
sustained for a prolonged period in a dependent
state, he also would not want to quit too soon.
With her husband’s physicians unwilling to even
say that Mr. Smith is dying, shifting to comfort
measures now, for Mrs. Smith and what she be-
lieves her husband would want, would be too
soon. And if Mr. Smith is going to be given more
time, he will have to be trached and pegged.

Perhaps the best way to frame this for best
practices in clinical ethics is that if physicians are
willing to say a patient is actively dying, life-
extending procedures not intended to only provide
relief of pain and/or suffering ought not to be of-
fered or provided. But if a patient’s physicians
believe that they can make a patient stable for dis-
charge, even while the debate rages about what it
means to be actively (or imminently) dying, dy-
ing, or at end-of-life, as long as there is no con-
sensus in the US about the appropriateness of the
use of life-extending technologies under such con-
ditions of uncertainty, a decision to choose be-
tween a shift to comfort measures only or agreeing
to provide life-extending technologies is left to the
patient’s family, unless the patient has left clear
ADs to the contrary.

Even though there are some First World coun-
tries, most notably France, where next steps for a
patient in Mr. Smith’s circumstances would likely
be left to physicians, this is not the case in the
US.> In the US, if the family wants more life-
extending technologies in the face of physicians
unwilling or unable to assess Mr. Smith as active-
ly dying, the patient would have these procedures
and he would be moved to a long-term care facili-
ty where the family could visit while they waited

to see if he improves or if they should, at some
point in the future given Mrs. Smith’s belief that
her husband would not want to be sustained indef-
initely in a dependent state, be shifted to comfort
measures only.

But these are not ordinary conditions. Mr.
Smith has found himself hospitalized in the
COVID-19 pandemic. Of course, the longer he
stays in the hospital, the more at risk he is of being
infected with coronavirus 19 but so far he has not.
With Mrs. Smith unwilling to shift to comfort
measures only, the choice is being made by inde-
cision - the hospital will not shift to comfort
measures over the objection of family, in a patient
who is sufficiently stable to be made ready for
discharge. And if a patient finds him or herself in
a situation where there is no societal consensus
that someone in Mr. Smith’s condition is consid-
ered to be actively dying, the decision will default
to trach and peg.

REASONING:

Do Conditions of a Pandemic Change This
Moral Calculus?

Given the pandemic, the added ethical wrinkle is
that the patient won’t go anywhere different, ex-
cept from an ICU bed to a bed on a regular floor.
Although the hospital has moved everything
around to expand surge capacity for COVID-19
positive patients, there are beds on the floor that
could take Mr. Smith. So far, this particular hos-
pital has not been overrun with COVID-19 pa-
tients. The difference is that neither Mrs. Smith
nor any of the Smith’s adult children can come
and visit.

Mr. Smith, now trached and pegged and on
the floor, is just as stable as before. Whether one
would consider him dying and/or end-of-life, he is
definitely not actively dying. Mrs. Smith has ac-
cepted the policy that once the exception was
made, if this was her choice, she would not be al-
lowed back to see Mr. Smith again. Since there
are no long-term facilities in the surrounding area
that will accept any new residents, Mr. Smith is
stuck in the hospital. At a point at which this hos-
pital might be overrun with COVID-19 patients,
one might have to revisit this case given that Mr.
Smith is holding a bed. The issues will be the
same, all over again. But for now, the clinical
ethics complexities have been resolved. There
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will be no ethical issue about Mr. Smith being in
the ICU, using a precious ventilator that perhaps
might be used more successfully by a patient who
could survive going back to a normal and full life.
Mr. Smith will continue to force us to ask our-
selves whether Mr. Smith is dying and/or at end-of
-life. And Mr. Smith, and patients like him, will
continue to force our society to define these terms
clinically in ways that can produce theoretical and
public policy consensus.
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CASE 3

Medicating Against Objection for Safe Psychiatric

Discharge

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

Complexity: 1234

Abstract

Mr. R is a 38-year-old male who was admitted to the involuntary psychiatric unit at Midwestern Medical Center, a
process that authorizes immediate involuntary commitment of an individual if that individual is mentally ill and
likely to injure self or others. Mr. R stated that there was no justification for him to have been admitted. As his
voice became increasingly elevated, the unit staff became concerned about a potentially violent outburst. Dr. Hurst
felt that it would be in Mr. R’s best interest to receive medication against objection. Mr. R’s consistent refusal to
accept medication created a circumstance in which the psychiatric team is now limited in what interventions would
be appropriate even if just enough for discharge. At that, ‘just enough’ would likely be insufficient to assure Mr.
R’s return to his community safely and with a clear willingness to maintain his medications as prescribed.

PRESENTATION

Mr. R is a 38-year-old male who was admitted to
the involuntary psychiatric unit at Midwestern
Medical Center, a process that authorizes immedi-
ate involuntary commitment of an individual by
someone who has a reason to believe the individu-
al is mentally ill and is likely to injure self or oth-
ers as a result of that illness. The individual can be
transported to a hospital for psychiatric evaluation.
Based on the evaluation, the individual may be
released, detained for treatment, or hospitalized.

Mr. R was found by police outside of the city
courthouse making threats to the staff entering and
exiting the building. When police were called to
the scene, Mr. R was evasive and resistant, shout-
ing that the city’s judicial system had violated his
rights, and that the prime minister of Malaysia had
communicated to him through email that he had a
job for him so long as he could handle his legal
issues at home, first. Given his threatening behav-
ior and what the police assessed to be an unpre-
dictable state of mind, he was detained and trans-
ported to the inpatient unit.

After completing a psychiatric evaluation, it
was determined by Dr. Hurst that Mr. R should be
kept and treated with the aim of stabilization suffi-
cient to assure the medical staff that he could be
discharged safely. Psychiatric evaluation and a
review of Mr. R’s medical records revealed the

possibility of schizoaffective disorder and a histo-
ry of delusional thoughts and behavior. After
spending the first night in the unit, Mr. R appeared
much calmer. Nevertheless, when approached
about the reasons he was admitted and Dr. Hurst’s
recommendation that he would need to begin tak-
ing medication in order to be safely discharged,
Mr. R became argumentative. He stated that there
was no justification for him to have been admitted
against his will in the first place, and that he had
proof of the conversations with the prime minister
of Malaysia, demonstrating that despite his medi-
cal history, these events were real. As his voice
and behavior became increasingly elevated, the
unit staff became concerned about a potentially
violent outburst and Mr. R was escorted to his
room, where he remained isolated for a short peri-
od. Dr. Hurst came to Mr. R’s room and again,
quite calmly, attempted to explain to him that
without agreeing to medication, he would not feel
alright about discharging him. Mr. R was again
adamant that he would not be accepting any medi-
cation and he wanted to be released. At this stage,
Dr. Hurst felt it was necessary to initiate a medica-
tion review process to reach a consensus with Dr.
Hurst’s colleagues that it would be in Mr. R’s
best interest to receive medication against objec-
tion. A medication review would likely result in
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allowing the staff to administer the medication,
despite Mr. R’s refusal. Once Mr. R was again
amongst the other patients in shared space, he re-
quested a phone call, stating “I’m calling the hos-
pital ethicist because my rights are being violat-
ed.”

The ethicist on-call spoke with Mr. R, who
asked if he could speak to someone in person. The
ethicist agreed and went to the impatient unit to
speak with Mr. R. During their conversation, Mr.
R appeared calm and well-spoken in articulating
his thoughts, however, none of the issues he insist-
ed on discussing had anything to do with why he
had been admitted, nor did he appear to impress
upon the ethicist that he was in any way willing to
change his mind about taking medication. Most of
the conversation regarded his emails with the
prime minister of Malaysia, claiming that medica-
tions have never helped him “in all the institutions
I’ve been in.” Uncertain that the present discus-
sion would result in Mr. R agreeing to take the
medication, the ethicist did his best to appeal to
Mr. R’s pattern of reasoning while explaining that
the medication would be in his best interest,
should he value being discharged safely to the
community. Mr. R finally agreed to consider tak-
ing the medication, and the conversation ended.

ETHICAL ISSUES

Although Mr. R was able to conduct reasonable
conversations when he chose to do so, it became
clear that he may be, at least in his present circum-
stances, prone to violence and likely to either in-
jure himself or others. The legal process allowing
the hospital to hold Mr. R against his will not only
appears warranted, but his consistent refusal to
accept medication created a circumstance in which
the psychiatric team is now limited in what inter-
ventions are both appropriate and could assist in
stabilizing his behavior, even if just enough for
discharge. At that, ‘just enough’ would likely be
insufficient to assure Mr. R’s return to his commu-
nity safely and with a clear willingness to maintain
his medications as prescribed.

RECOMMENDATIONS

1. Attempt one last time to speak with Mr. R post-
discussion with the ethicist, since it appeared at
the end of that conversation Mr. R would take the
time to consider accepting the medication. Have

52 Journal of Hospital Ethics

the conversation preferably conducted by someone
on the psychiatric unit who has not yet lost Mr.
R’s trust, or with whom he has not experienced
conflict.

2. If Mr. R continues to refuse medication, or
shows any other signs of potential violence or in-
jury to himself or others, ethics recommends psy-
chiatry move forward with the medication review
which will likely result in a decision to medicate
Mr. R against his will.

The ethicist entered a progress note into the
patient’s chart in which he included his recom-
mendations as listed above. However, over the
weekend, the ethicist read in Mr. R’s medical rec-
ord another progress note from Dr. Hurst indicat-
ing that Mr. R had been violent with a fellow pa-
tient on the unit, and that he was restrained in light
of the event. Moreover, that the medication review
was moving forward.

REASONING

When a review panel for medication against objec-
tion, or what may be referred to as being medicat-
ed against one’s will, is suggested, what is being
sought is a direct intervention for a patient that
goes against that patient’s expressed preference to
forgo psychiatric medication. This is quite differ-
ent than considering the position of a surrogate in
cases in which a medical patient lacks decisional
capacity. In those cases, a surrogate must first con-
sider what the patient would want if the patient
had not executed some form of Advanced Di-
rective (AD). In the case of Mr. R, what the pa-
tient wants is being expressed clearly and a sepa-
rate avenue for justification for intervention is be-
ing sought external to the patient or anyone as-
signed to represent him. This is a peculiarity of
many involuntary psychiatric commitment proce-
dures.

Ethically, medicating even an involuntarily
committed psychiatric patient should constitute a
last resort for scenarios in which the risks in-
volved in not medicating are significant. That
does not mean that potential negative consequenc-
es ought not be considered as in any medical inter-
vention, e.g. the potential negative consequences
of damaging trusting relationships between the
patient and others in the medical profession and



constraining a patient’s autonomy.

In psychiatry, this problem, i.e. either poten-
tially traumatizing a patient by forcing involuntary
treatment and breeching a patient’s autonomy or
allowing the patient to go untreated, risking fur-
ther decompensation has a long history.' Further,
this mostly unhappy history in psychiatric care is
entangled with criminality and police systems.
We get the word ‘bedlam’ from the world’s most
well-recognized psychiatric asylum, London’s
Bethlem Royal Hospital, established in 1307. As
time passed, such custodial institutions were es-
tablished around the world.

To most in contemporary psychiatric care in
the United States (US), the deinstitutionalization
movement in the US began in the 1960’s and in
1963, President John F. Kennedy signed legisla-
tion that was to create the community safety net
for the psychiatrically deinstitutionalized.” Unfor-
tunately, that safety net was never created to the
extent needed and so many of our psychiatrically
ill citizens are incarcerated or homeless on city
streets.

As the shift from institutionalization to dis-
charge was occurring, so were changes in the laws
concerning treatment for the mentally ill con-
sistent with the ascendance in the law and the new
field of bioethics of preferencing autonomy over
beneficence. The convergence of these three so-
cial changes resulted in the kind of case we see
with Mr. R.

Mr. R is not only lucid but articulate in his not
-capacitated refusal of psychiatric medication.
The medical and ethical complexity that causes for
a psychiatric patient admitted to an inpatient unit
for involuntarily committed patients in a hospital,
is that there are multiple influences, judicial, so-
cial and financial, that put pressure on the psychi-
atric care team to get Mr. R released. Thus, mini-
mally treating Mr. R so he is recovered ‘just
enough’ to be discharged, supported by the
mounting data that psychiatrically ill patients who
are treated over their objection will not continue
on a recommended treatment regimen once dis-
charged virtually assures that meeting the ‘just
enough’ treatment threshold has a higher likeli-
hood of negative versus positive outcomes of his
hospital involuntary commitment.>*

In Mr. R’s case, as already mentioned, unfor-
tunately, it is most likely that this patient will be

medicated over his objection. But it can be hoped
that once he is discharged, given especially that
this patient seems articulate and able and willing
to consider other avenues of care, he might follow
up with outpatient psychiatric care.

If this could be accomplished, perhaps the best
hope Mr. R has for avoiding this situation again is
to draft and sign a Facilitated Psychiatric Advance
Directive (F-PAD), sometimes referred to as a
Ulysses Contract. The F-PAD has been developed
to be an effective tool for reducing the use of coer-
cive interventions in mental health crises with psy-
chiatric patients who are decisionally lacking ca-
pacity. The study cited by Swanson and col-
leagues demonstrates the promise of these docu-
ments to increase the prospect for honoring the
capacitated wishes of a patient during a psychiat-
ric crisis and even possibly reducing involuntary
commitments. If the promise holds up, that would
be a great advance for the care of the psychiatri-
cally ill. Perhaps Mr. R could be cared for in such
a way that once well enough, he can be helped to
complete such documentation so the trajectory of
his next decompensation might be different.
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