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ROUNDING WITH THE EDITOR

Communication and Psychiatric Overlay

Evan G. DeRenzo, PhD

Dear Readers,

Welcome to Volume 8, Number 2 of the Journal of Hos-
pital Ethics (JoHE). In this issue we include features
and cases that raise a variety of important and complex
topics. A topic that is particularly near to my heart is that
of our second case analysis on medical respite for those
experiencing homelessness. We at the Lynch Center for
Ethics are working on a long-term project to bring more
medical respite beds to Washington, DC. Important,
also, is the topic of assessments of decisional capacity as
is the focus of our third case analysis in this issue. Our
own Managing Editor, Christian Carrozzo, is co-editing
an upcoming volume for Oxford University Press on the
topic of mental capacity, and since this is also a long-
term project I intend to discuss in the future, I will refrain
from delving into the two case analyses provided by the
Editorial Group. Doing so nevertheless leaves me with
much to discuss.

Jada Wiggleton-Little’s work as Visiting Scholar to
the Program for Neuroethics and Clinical Consciousness
(PNCCQ) is breathtakingly insightful in envisioning a
framework that conjoins the languages of subjective pa-
tient explanations of their experiences of pain with how
clinicians receive that information. Further, rather than
merely leaving us with a new way to think of what is so
often identified as a communication mismatch, her strik-

ingly original thinking goes on to provide a path to cor-
recting the communications defect. The suggestion that
quite different languages could be merged into one lan-
guage, a pidgin language of pain, is an intriguing way to
think of patient/physician communication. Wiggleton-
Little’s work is conceptually impressive and, simultane-
ously, clinically intuitive. I suggest readers interested in
this area of medicine read it, and a bit later return to it, so
that its highly creative approach to a chronic and serious
problem can be fully appreciated (in the broadest sense
of the word).

Our first case analysis by Madison S. McCarthy and
Thomas A. Bledsoe on the end-stage surgical difficulties
after foreign body ingestion also addresses a deeply con-
cerning, albeit infrequently occurring, problem. Accord-
ing to the National Alliance on Mental Illness (NAMI/
nami.org) Borderline Personality Disorder (BPD) may be
a seriously underdiagnosed mental illness. The NAMI
website indicates that there is a 1.4% prevalence in the
United States (US) adult population. But it then goes on
to suggest that although 75% of the diagnoses are in
women, men may be roughly equally afflicted but misdi-
agnosed as Post-Traumatic Stress Disorder (PTSD) or
depression.
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This case paints a clear picture of the additionally
rare manifestation of foreign body ingestion in patients
with BPD. The authors’ statistic that in 2014 there
were only 15 case reports in the literature although ap-
proximately 1500 patients die annually of complica-
tions from this rare BPD symptom is telling. By the
time such a patient with BPD is out of surgical options,
care of such patients has, as the authors point out so
convincingly, reached the point that the only reasonable
treatment left is palliation unto death.

In more than 20 years at Washington Hospital Cen-
ter, it has always seemed to me that the most ethically,
and often medically, complex patients are those suffer-
ing from somatic disease with psychiatric overlay.
BPD is arguably one of the most ethically and psychiat-
rically complex disorders. I have found that it is partic-
ularly incredible to residents and fellows that patients
can be dying of their psychiatric disease. That psychi-
atric illness can be terminal or end-stage, aside from the
commonly self-inflicted cause of death of suicide, can
be perplexing for many clinicians. Yet, that patients
can indeed die as a result of their psychiatric disease is
what this case so obviously demonstrates. And alt-
hough learning from an N of one (or 12 or 15) can pro-
duce questionable conclusions, this case is beautifully
instructive in its starkness.

As to our two excellent features, Lyndsay Semler’s
report on how the largest hospital system in Oklahoma
operationalized a strategy to manage scarce resource
allocation if crisis standards of care were to be initiated
in their state is highly instructive. Given it appears we
might be living with periods of calm interrupted by
periods of sharply rising COVID infection rates, dis-
seminating these good strategies is sure to be helpful to
others. Moreover, this work helps assure that when
others face this problem, whether COVID related or no,
they have an ethically sound model to emulate, avoid-
ing having to start from scratch.

One of the most important aspects of this article is
that the author, along with many others throughout her
hospital system, actually tested their plans. Since the
pandemic, many hospitals and hospital systems have
designed plans to one degree of completeness or anoth-
er. It is something else to have actually experimented
with the processes that would be put in place if a crisis
level of care were to be instituted. Additionally, the
Oklahoma plan serves as a blueprint that could be pro-
ductively replicated in virtually any other similarly
organized hospital system.

Finally, I now turn to our second feature, “To Feed
or Not to Feed: The Effect of Anorexia Nervosa on
Autonomous Decision Making” by Eli Weber and Jo
Everett. Like our end stage surgical case, this piece is
focused on one of the most serious, difficult to treat,
ethically complicated, and generally mystifying psychi-
atric conditions. The focus here, however, is on Ano-
rexia Nervosa. Anorexia Nervosa entwines serious,
sometimes lethal, physical problems with hugely chal-
lenging mental illness.
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In this article, the authors argue that many patients
with Anorexia Nervosa can satisfy the requirements for
autonomous decision-making.

The authors explore most interestingly the ethical
and potentially morally distressing quandary for clini-
cians who make the sometimes-fatal choice for those
they assess as decisionally capacitated. Further, the
potentially profound challenges this choice creates to
assumptions about the very foundations of moral medi-
cine, especially when patients die of their disease, is
examined with the gravity it deserves.

If compelled nutrition is typically ineffective, giv-
en that a risk vs benefit analysis is a standard ethical
consideration in medicine, if the risk of harm is tipped
beyond the point of potential for benefit, one need go
no further.

Regardless of the variation in prevalence estimates
across studies, eating disorders are becoming more
common," ?including in Asia and the Middle East.’
Whether this is a result of increased incidence, or earli-
er and more frequent diagnoses, is still unclear. What
is encouraging, however, about this frustrating medical
and psychosocial condition is that treatment approaches
are becoming increasingly nuanced for both Anorexia
Nervosa and Bulimia Nervosa, albeit that both are noto-
riously difficult to treat.*® What is most interesting is
that current research is paying attention to diversity in
eating disorders. Currently, research studies are accru-
ing information about sex differences as well as differ-
ences across ethnic and racial populations for those
with eating disorders.”” Let us hope that fewer and few-
er clinicians have to face the deaths of their patients by
standing by the now well-established ethical norm that
decisionally capacitated adults have the moral and legal
right to have their decisions honored, even if they are
honored unto death.

We certainly hope you enjoy this issue and are
challenged by the many complex topics raised. Take
care and stay healthy and safe.

Sincerely,

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

Operationalizing Scarce Resource Allocation:

A Lived Experience

Lindsay Semler, DNP, RN, CCRN, HEC-C, NPD-BC, WTA-C

Abstract

This article describes the implementation of scarce resource allocation at the largest health system in Oklahoma. Although our
state did not declare crisis standards of care, we felt it prudent, as a trial, to completely operationalize the scarce resource alloca-
tion process. This allowed our executive, clinical, and ethical leaders to address gaps, barriers, and challenges associated with
scarce resource allocation, and develop a robust process that is ready for implementation should the need arise. This article re-
views Scarce Resource Allocation Team (SRAT) selection and training, organizational support for the SRATSs, challenges and
solutions to the scarce resource allocation framework, data and documentation recommendations, collaboration with state and
regional hospitals as well as the state government, and addressing moral distress in clinicians. With COVID-19 ongoing for the
foreseeable future, as well as the threat of future pandemics, I will argue that it is the ethical responsibility of healthcare organi-

zations and nursing leaders to have an allocation process in place.

Introduction

As the COVID-19 pandemic continues around the United
States (US) and the globe, and nursing shortages in-
crease, scarce resource allocation remains a relevant top-
ic. Numerous states across the US have published their
scarce resource allocation protocols that contain varying
elements of ethical frameworks, health equity, and identi-
ty-blind allocation of resources. These frameworks use
a systems approach to address shortages of space, stuff,
and staff, and to prioritize patients with a good chance of
survival who will not exhaust extensive resources.’

While these state-specific frameworks demonstrate
incredible thought and insight, less has been written on
the nuances of how an organization would operationalize
and implement these frameworks. How are data pulled
from the electronic medical record (EMR) in a meaning-
ful and efficient way? How are Scarce Resource Alloca-
tion Teams (SRATSs) trained? How are ethical principles
such as justice and nonmaleficence balanced with clinical
utility and the use of validated tools? This article shares
one organization’s own experience in operationalizing a
triage framework, and provides guidance for other insti-
tutions as they work through implementing or planning
for triage frameworks in their own region.

64 Journal of Hospital Ethics

Many crisis standards of care guidelines use a ver-
sion of the White/Hopkins model.° This model uses the
Sequential Organ Failure Assessment (SOFA) Score, as
well as short-term indicators of mortality, to assign prior-
ity scores to patients who require a scarce resource. The
White/Hopkins model also suggests the use of a Scarce
Resource Allocation Team (SRAT) to triage patients
based on their priority score, and thus relieve bedside
clinicians from the burden of scarce resource allocation.
As the pandemic has progressed and new evidence has
emerged, the framework has undergone modifications to
better address social inequities and promote justice
across all populations. The development of an ethical
framework is complicated by the lack of a universal, ob-
jective, reliable, and valid scoring system that accurately
predicts mortality for all disease states. Many states have
adopted the use of the SOFA score as a predictor of short
-term mortality in the absence of a more robust tool. The
National Academy of Medicine, along with other thought
leaders, recommend a principle-based approach with the
use of a clinical expert.” Other modifications such as
using the Area Deprivation Index (ADI),® consideration
of essential worker status, and life-years have emerged as
further attempts to uphold the principle of justice.®



There is a dearth of information regarding the operational nuances and challenges of implementing scarce re-
source allocation strategies. Our organization started a scarce resource allocation protocol on the week of 12/28/20
in two COVID intensive care units (ICUs) (around 28 patients per day total) to pilot the allocation framework and
the SRAT functioning. Since then, our team has gained valuable insight and has developed recommendations for
other organizations to adopt and implement our scarce resource allocation framework.

Scarce Resource Allocation Team (SRAT): Selection and Training
SRAT Member Characteristics and Selection

White and Lo® provide recommendations on the characteristics and responsibilities of the team members involved
in allocating scarce resources, which our team used to develop our SRAT. These team members include a Triage
Officer, a Nursing representative, and an Ethics Committee representative. Each member has his or her own re-
sponsibilities in implementing the triage framework, and may vary between organizations depending on team
members’ comfort and abilities (Figure 1):

Figure 1: Scarce Resource Allocation Team Members and Responsibilities

Triage Officer:
e s not involved with the patient’s care

e The patients’ treating physician should not make triage decisions in order to enhance objectivity, avoid con-
flicts of commitments, and minimize moral distress

®  Assess all patients for clinical condition, relevant co-morbidities, and framework exceptions
® (Collaborates with bedside physicians

® Makes decisions in collaboration with the rest of the SRA team according to the allocation framework in order
to benefit the greatest number of patients

e Informs the patient’s attending about the triage decision, then collaborates with the attending to determine the
best approach to inform the individual and family

Nursing Representative:
®  Abstracts data from EMR
e Content expert for critical care patients

® Makes decisions in collaboration with the rest of the SRA team according to the allocation framework in order
to benefit the greatest number of patients

Ethics Committee Representative:

® Oversees the triage process

e Content expert on the triage framework

® Serves as the ethical voice of questioning during resource allocation
°

Help lead and guide the team through the allocation process, and collaborates with the rest of the SRA team to
allocate resources and benefit the greatest number of patients

® Communicates with Incident Command and leadership as needed

All members are responsible for ensuring documentation of SRA patients, scores, brief description of discussion,
and decisions made.

The National Academy of Medicine has recommended that a critical care consultant, Chief Medical Officer
(CMO), or on-call expert be available for allocation decisions.” The Triage Officer in this model would represent
that critical care expert, with the addition of a nurse and an ethics consultant to ensure ethical allocation decision-
making processes, as well as adding an essential interdisciplinary element. In addition to listing their responsi-
bilities, below are some of the characteristics sought in individuals assigned to these roles:

Triage Officer: The Triage Officer should be a physician with established expertise in the management of critical-

Journal of Hospital Ethics 65



ly ill patients, outstanding leadership ability, and effective communication and conflict resolution skills. During a
high-stress, high-urgency, and emotionally charged situation, bedside clinicians may respond more favorably to a
highly-regarded expert than otherwise. Potential Triage Officers should also consider their level of comfort in
making rapid, high-stakes assessments and decisions.

Nurse: The nurse should have significant critical care experience, and able to quickly and efficiently navigate the
electronic medical record (EMR) to retrieve data.

Ethics Committee Representative: The Ethics Committee member should be one with a basic level of familiarity
navigating the EMR, proficiency in computer usage for documentation, the training to calculate SOFA and priority
scores, and comfort with applying ethical principles to clinical practice.

SRAT members should be free from clinical responsibilities while on-call for SRAT.
Training

In order to prepare SRAT members for their roles, a multi-step process was implemented. First, an online training
module that reviewed ethical principles and the impact of implicit bias on healthcare decision-making was devel-
oped and assigned to SRAT members. SRAT members also received the allocation framework document to re-
view. After they completed the online module, SRAT members attended live one-hour training sessions that re-
viewed the allocation framework and real-life application of the framework to current COVID ICU patients, as
well as SRAT members' respective roles and responsibilities.

Organizational Support

Given the difficult decisions SRAT members could face, executive leadership ensured the availability of organiza-
tional resources, such as peer counseling or an Employee Assistance Program (EAP) to provide psychological sup-
port to SRAT members and other clinicians affected by allocation decisions. Our organization has a Behavioral
Health support team who would be available for individual or group debriefing, if needed.

In cases of resource withdrawal that result in patient decline or death, the level of moral distress can be ex-
pected to increase for all parties involved, due to the morally complex nature of triaging life-saving medical treat-
ment.'® Should a critical resource need to be withdrawn from a patient, a point person should be identified to:
Ensure a chaplain, social work, or case management referral is entered for the family (ideally before the resource is
withdrawn, in order to be present for the communication of the allocation decision and support the family and
caregivers throughout the process).

Refer all members involved in the case to an Employee Assistance Program or similar, and hold a critical inci-
dent debriefing within one week of the withdrawal for all involved clinicians, SRAT members, legal counsel, and
executive leadership.

Allocation Framework
SOFA Scoring: Utility and Challenges

Our framework sought to reflect the highest level of clinical relevance and utility, as well as ethical principles such
as beneficence, nonmaleficence, and justice. The White/Hopkins model (Figure 2 on page 67) has been adopted
across the country. Along with many other states, Oklahoma adopted a version of the framework to allocate re-
sources.

The SOFA score was originally validated for use in sepsis, and has not performed well in predicting outcomes
for patients in respiratory failure.'" The National Academies of Medicine also discourages basing allocation deci-
sions on a single score such as SOFA.'> However, despite its limited predicative ability, it does offer a reasonable
measure of anticipatable organ failure for any patient experiencing an acute illness. The SOFA score can also be
tracked over time, giving one indication of a patient’s illness trajectory. In this way, the SOFA score can help to
inform, but not unduly influence, decision-making. Along with many states, Oklahoma included the SOFA score
as one measure of short-term mortality.

The original White/Hopkins model included comorbidities that impact long-term survival, which has been
challenged and subsequently removed by our institution. Our organization initially used the updated White and Lo
model that included a) SOFA score (1-4 points) and b) “death expected within 1 year from end-stage condition” (4
points). However, our initial review of patients in the COVID ICUs resulted in nearly all patients being catego-
rized as high-priority, and between 0-1 patients per day in the intermediate priority category.
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Figure 2: Original White/Hopkins Model

Used with permission from Dr. Douglas White. White, D.B. and Lo, B. (2020). A framework for rationing ventilators and critical

care beds during the COVID-19 pandemic. Journal of the American Medical Association. Published online March 27th, 2020.

Principle | Specification Point System*
1 2 3 4
Save lives Prognosis for SOFA score <6 | SOFA score 6-8 | SOFA score 9- | SOFA score 212
hospital survival "
(SOFA score or
other severity of
iliness score®)
Save life- Prognosis for near- Death expected Death expected
years term survival within 5 years within 1 year
(medical despite despite
assessment of near- successiul successful
term prognosis) treatment of treatment of
acute illness acute illness

*SOFA= Sequential Organ Failure Assessment; note that another measure of acute physiology that predicts in-hospital
mortality, such as LAPS2 score, could be used in place of SOFA, and should similarly be divided into 4 ranges.
*Scores range from 1-8, and persons with the lowest score would be given the highest priority fo receive critical

care beds and services.

Furthermore, our Triage Officers and clinicians remarked that priority scores did not seem to accurately reflect the
true clinical condition of the patient, as the SOFA score was the single contributor to the priority score in all pa-
tients who did not have a co-morbidity that limited life expectancy to <1 year. The clinical and ethics experts at
our organization agreed with national recommendations to not base allocation decisions on predictors of long-term
mortality, but it was clear that an adjustment needed to be made in order to maximize the clinical utility of the
framework. Therefore, we elected to replace the two-point score of “death expected within 5 years” (as shown in
Figure 2) with co-morbidities that evidence has shown to impact the severity of illness and/or survival to dis-
charge for a patient’s principle diagnosis (Figure 3 on page 68). This change resulted in a significant re-
distribution of priority scores and aligned much more closely with the patients’ illness trajectory as described by
the bedside clinicians.

It must be noted that the final priority score is one contributing factor in the decision-making process for re-
source allocation and is not the only basis for allocation. In circumstances that a scarce resource would need to be
reallocated, the Triage Officer would review the priority scores of all the patients using or requiring the scarce re-
source, and then bring that information into a conversation with the bedside clinician(s). The bedside clinician and
the Triage Officer would collaborate in evaluating the patients least likely to survive based on objective measures
of short-term mortality combined with expert clinical judgment. This model allows for not only the highest degree
of justice by using quantitative, objective data to evaluate all patients in the same fashion, but also utilizes a utility
and justice-based system that recognizes and accounts for the value of expert clinician judgment.

SOFA Score Alterations

A barrier in utilizing SOFA for triage is that due to its limited parameters, the original scoring system cannot be
applied to all patients. In order for a triage system to be fair to all individuals, the system must apply to all patients,
regardless of diagnosis, who require or are using a scarce resource. How are patients who are on extracorporeal
membrane oxygenation (ECMO) scored, or patients on one of the vasopressors not noted in the SOFA score such
as core such as vasopressin or phenylephrine? (Figure 4 on page 70 shows the adapted SOFA score used by our
institution.)

Patients on veno-venous (VV) ECMO generally receive a score of 4 on the SOFA score, as calculated by the
P/F ratio (the arterial pO2 divided by the FiO2). Since these patients receive oxygenation from both a ventilator
and the ECMO circuit, each of which may be delivering different FiO2, it was decided to use the higher FiO2 to
calculate the P/F ratio. For example, a patient on 100% via the ECMO circuit and 40% on the ventilator would
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have the 100% FiO2 used to calculate the P/F ratio. In this way, it was easier to more accurately capture the respir-
atory status of the patient, especially during ECMO weaning trials when the lungs may be showing improvement.

Figure 3: Adapted Allocation Model

Triage Framework to Promote Population Health Outcomes and Justice

Adapted with permission from Dr. Douglas White; White, D., and Lo, B. (2020). Mitigating Inequities and Saving Lives with ICU
Triage during the COVID-19 Pandemic. American Journal of Respiratory and Critical Care Medicine, 203(3).

Principle

Criterion

Point System*

+1 +2 +3 +4
Prognosis for hospital Quartile 1 Quartile 2 Quartile 3 Quartile 4-
survival (assessed using a | lowestrisk of | (i.e., risk of (i.e., risk of highest risk of
= validated severity of ill- death death 25- death 50%- | death
oY ness score) (i.e., risk of 49%) 75%) (i.e., risk of death
= 2 death <25%) >75%)
g S SOFA 6-9 SOFA 10-12
2 8 SOFA <6 PELOD 2 12- | PELOD 2 14 | SOFA >12
8 5 PELOD 2 <12 | 13 -16 PELOD 2 217
m o
= T
Q K Presence of end stage Co- Death expected
S medical condition (medical morbidities within 1 year
8 T assessment of near-term that evi- from end stage
o prognosis) dence shows Condition
impact sur-
vival to dis-
charge***

After clinical priority points are calculated, two or more patients may have the same priority
score. Best clinical judgment (discussion between Triage Officer and bedside clinician)
will then be applied in order to maximize equity and clinical outcomes using best avail-
able evidence and expert opinion. Should the patients remain in a comparable clinical state/
prognosis and similar priority scores, the following tiebreakers may be applied.

PROMOTE JUSTICE/EQUITY:
POTENTIAL BREAKERS

Correction for structural
inequities using Area Dep-
rivation Index (ADI)

Tiebreaker: priority is given to the patient with an ADI of 8,9, or 10
(on 1-10 scale)

Priority to essential work-
ers

Tiebreaker: a worker essential to the pandemic response in a high-
risk occupation

Priority to those who’ve
had the least chance to
live through life’s stages

Tiebreaker: In the event that two patients have identical Triage Pri-
ority Scores, give priority to the patient who has had the least oppor-
tunity to experience life’s stages. However, an age difference of 210
years must be present between two patients in order for this tiebreak-
er to take effect.

Equal chances

Second tiebreaker: In the event that two patients have identical
Triage Priority Scores and no other tiebreaker can be applied, use
random selection to determine who receives the resource.
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Patients on veno-arterial (VA) ECMO received
scoring consistent with respiratory status as described
above, and received 4 points on the SOFA score for
cardiovascular. Likewise, any patient with temporary
mechanical circulatory support, such as an intra-aortic
balloon pump (IABP) or temporary ventricular assist
device (VAD), received 4 points in the cardiovascular
section. However, it is important to note that patients
with a durable VAD would not receive the 4 points in
the cardiovascular section simply for having a durable
VAD, as the SOFA score should reflect acute process-
es. However, a patient with a VAD (and therefore pre-
existing heart failure, however well managed), may
receive the additional 2 points in the priority score if
heart failure is a co-morbidity that increases severity of
illness or survival to discharge for the patient’s primary
diagnosis. Patients with end-stage renal disease
(ESRD) on hemodialysis or peritoneal dialysis will
generally receive 4 points on the SOFA score, but not
the additional 2 points for that co-morbidity to avoid
placing the patient in double jeopardy. The addition of
the norepinephrine equivalents of phenylephrine and
vasopressin allowed us to capture patients who were on
those medications.'? Patients on more than one vaso-
pressor received 4 points.

Other alterations to the SOFA score were related to
lab values. The Modified Sequential Organ Failure
Assessment (MSOFA) tool is validated for triage, but
neglects important body systems often measured in
critical care such as coagulation for the sake of rapidity
of evaluation. However, our clinician leaders were una-
ble to correlate MSOFA scores with appropriate 0-4
scores on the White/Hopkins model due to variations in
predictive mortality. Therefore, the SOFA and MSOFA
were combined (Figure 4 on page 70). For example,
patients with no PaO2 would alternatively be scored
using the S/F ratio (O2 saturation as measured by pulse
oximetry divided by the FiO2). Any category that can-
not be scored; for example, no platelet or creatinine
value drawn that day, would yield a score of zero in
that category.

The Glasgow Coma Scale (GCS) also presented
implementation challenges. The GCS pulled from the
EMR often reflects the score of the patient while intu-
bated, sedated, paralyzed, or all three. Because of the
artificial and medically induced lower GCS score, our
team agreed with Grissom et al.”” that the last known
score before intubation should be used. This can be
difficult to discover if the patient was intubated in the
field. Additionally, patients who had a normal GCS on
admission but had since developed COVID-induced
encephalopathy or anoxic brain injury, but remain se-
dated, are the most challenging to assess. In these in-
stances, the Triage Officer reviewed the intensivists’
and neurologists’ notes and electroencephalograph
(EEG) results, and would potentially speak to the bed-
side clinicians, to attempt to determine an appropriate
GCS score. Our team also felt that a chronic neurologi-
cal process that affects a GCS score (e.g. dementia
causing disorientation, or a non-verbal patient) should

not be reflected in a patient’s SOFA score, which is
intended to reflect acute deficits. Unless there is evi-
dence of an acute neurological process (reflected in
Figure 4), the patient would receive a score of 15.

Priority Scoring and Tiebreaking

After the SOFA score was calculated, patients were
assigned a priority score based on the framework out-
lined in Figure 3. If resources needed to be withdrawn,
and two or more patients had identical priority scores,
the tiebreakers listed in Figure 3 would be applied. The
tiebreakers served to promote justice by prioritizing
those patients with less favorable area deprivation in-
dex scores, essential workers, and those who have had
the least chance to live through life’s stages.*™’

Data and Documentation

Manually obtaining data from the EMR such as lab
values and vital signs each day and, for each patient
can be incredibly time-consuming, so our team found
that developing a report to automatically retrieve many
data elements could significantly reduce time burden.
Our informatics team was able to build a report that
captured all SOFA score elements, as well as code sta-
tus, palliative care consult status, days on ventilator,
presence of advanced therapy (ECMO, CRRT, VAD),
ICU length of stay, and patient’s address (for ADI cal-
culation). The data were pulled by the report and then
exported to an electronic spreadsheet. One spreadsheet
was created with each tab representing a different day
in order to track and “re-assess” patients. One limita-
tion to our report was that instead of pulling the
“worst” data point in the past 24 hours (as the SOFA
score recommends), we were only able to receive the
last data point when the report was run. However, our
ethics committee felt that as long as patients were
measured the same way, that this deviation was ac-
ceptable.

Collaboration With State and Regional
Hospitals

During times of crisis, organizations who may be nor-
mally in competition often work together to care for the
people of their region. Our organization used the state’s
Hospital Association to create a working group of clini-
cal and ethics experts from a majority of the state’s
institutions to discuss allocation frameworks. This
group was able to reach general consensus and align
institutional frameworks to ensure consistency in triage
methods across the state. Another group of organiza-
tional leaders collaborated to ensure that crisis care
“triggers” were defined similarly across the state.

Figure 4: Adapted SOFA Scoring Guidelines (Next
page)
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SOFA Score 0

Respiration

Pa02: FiO2 >400

SpO2: FiO2 >400

Coagulation

Platelets (x10°/mm?*) >150

Liver <1.2

Bilirubin (mg/dL) No jaun-
dice

Cardiovascular No hypo-
tension
(MAP >70)

Neuro

GCS 15

(With guidance for scor-

ing acute neurological

processes when patient is

intubated/ non-verbal)

Renal

Creatinine (mg/dL) <1.2

Urine output (last 24

hours)

|

301-400
<400

101-150

1.2-1.9

MAP <70
mmHg

13-14
Metabolic
encephalo-
pathy
(hindrance
but fairly
easily re-
coverable)

1.2-1.9

2

201-300
<315

51-100

2.0-5.9

Dopamine
<5.0 mcg/
kg/min

Any dose
dobutamine

Any dose
milrinone

10-12
Minor neu-
rological
event/ defi-
cit

2.0-34

K)

101-200
<235

21-50

6.0-11.9
Presence of
jaundice

(Doses in mecg/
kg/min)

Dopamine >5.0

or Epinephrine
<0.1

or Norepineph-
rine <0.1

or

phenylephrine
<1

or vasopressin
<0.04 units/min

6-9

Major neurolog-
ical

deficit/ CVA

3.5-49

<500 mLs

4

<100
<150
or on ECMO

<20

>12.0

(Doses in meg/kg/
min)

Dopamine >15.0
or Epinephrine >0.1

or Norepinephrine
>0.1

or phenylephrine >1

or vasopressin >0.04
units/min

or on temporary
mechanical support
(IABP, Impella®,
VA ECMO)

or on >1 vasopressor

3-5
Non-medication
induced coma

>5.0

<200 mLs
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Moral Distress and Caring for the Clinician

Organizational leadership should recognize the impact
of the pandemic and the impact that allocation deci-
sions would have on bedside clinicians. Moral distress,
first defined as “knowing the right thing to do, but be-
ing unable to do it”"* tends to occur more frequently
during crises and pandemics.'’ Leaders throughout an
organization should take steps to address moral dis-
tress, caregiver fatigue, burnout, post-traumatic stress
disorder (PTSD), and develop programs to enhance
resilience. Institutions have available to them numerous
resources from national organizations such as the Na-
tional Academy of Medicine, Sigma, and the American
Association of Critical Care Nurses, to assist them in
developing resiliency and peer support programs and
addressing moral distress.””"* Our institution created
optional webinars devoted to “Ethics in Pandemic” and
the problem of implicit bias that were available to eve-
ry caregiver, along with education and other resources
for moral distress, which were posted on nursing and
physician associated webpages. The author also held
sessions on moral distress for nurse leaders to assist
them in supporting their staff, and moral distress
rounds were conducted on various units throughout the
health system.

Future Opportunities and Discussion

While our described approach is a beginning, more
research is needed in the operationalization of triage
processes during a pandemic. Important next steps in-
clude the creation of a triage tool that can be used in-
stead of SOFA, or the validation of an altered SOFA
score.

During a time of uncertainty, changing policies,
and the constant influx of new literature and best prac-
tices, the ability of senior hospital leadership and scarce
resource allocation teams to functionally implement
crisis standards of care is of utmost priority. Any allo-
cation framework should be frequently re-evaluated
and updated according to the best available evidence.
Between the time of this article’s submission and publi-
cation, there will have undoubtably been numerous
changes to our organization’s framework and thus ap-
proach to scarce resource allocation. What should not
change, however, is a devotion to maintaining the high-
est levels of integrity and ethical clinical practice.
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To Feed or Not to Feed: The Effect of Anorexia

Nervosa on Autonomous Decision Making
Eli Weber, PhD, MA, HEC-C and Jo Everett, MD

Abstract

Anorexia Nervosa is one of the most lethal psychiatric conditions. Weight restoration and psychological treatment are comple-
mentary and crucial for treating patients with this condition. However, many patients with anorexia nervosa decline to suffi-
ciently increase their oral intake, even when they are seeking treatment for their condition. The treatment team is thereby left
with two undesirable treatment pathways—either accept the patient’s decision despite concerns that their choice is unduly influ-
enced by their underlying psychiatric disorder, and therefore not an autonomous choice, or override the patient’s choice, because
it is not autonomous, and compel artificial nutrition. We discuss the clinical and ethical challenges that arise when attempting to
treat this difficult patient population, and offer a solution to this ethical dilemma that allows us to respect patient autonomy with-

out undermining the patient’s recovery potential.

Introduction

Anorexia nervosa is a potentially life-threatening mental
illness which revolves around restriction of energy intake
resulting in significantly low body weight. One of the
key components of anorexia nervosa is the intense fear of
gaining weight or becoming fat as well as a disturbance
in the way in which one’s body shape is experienced.'
According to the National Institute of Mental Health, the
lifetime prevalence of anorexia nervosa in adults is
0.6%.” The disorder often begins in adolescence or young
adulthood, and approximately one third of cases follow a
chronic course.” Around 10-20% of patients die from
complications of anorexia nervosa.® One of the most
challenging aspects in treating patients with anorexia
nervosa is their reluctance to seek or accept treatment.
Due to the serious medical issues that can arise due to
self-starvation, these patients frequently present in the
primary care setting and emergency departments with
previously unrecognized eating disorders. Patients strug-
gling with anorexia nervosa may go to great lengths to
avoid clinical diagnosis of their underweight status, for
instance layering clothing to give the appearance of be-
ing heavier, drinking excessive amounts of water prior to
being weighed, and even taping weights to themselves.’
Medical complications are common, especially in severe

cases of anorexia nervosa, and can affect every organ
system.

Treatment for anorexia nervosa typically focuses on
weight restoration in order to avoid many of the poten-
tially lethal medical complications of starvation. As dis-
cussed earlier, patients struggling with anorexia nervosa
can be resistant to treatment. Hospitalization may be
voluntary or involuntary. Involuntary hospitalization is
often used when the treatment team feels the patient is a
danger to themselves due to the medical severity of ill-
ness. An involuntary hospital admission does not require
compulsory treatment, such as forced feeding by naso-
gastric tube. Patients who are severely underweight, less
than 75% of expected body weight, often require inpa-
tient or partial hospitalization care for refeeding. Care
must be taken to avoid refeeding syndrome, a complica-
tion which can result in heart failure, delirium, and even
death.">*

The Effects of Anorexia on Decision-Making Capabil-
ities

In order to appreciate how anorexia can affect one’s deci-
sion-making capabilities, and why this gives rise to an
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ethical dilemma in the treatment of this disorder, we
should first say a bit more about decision-making ca-
pacity in general. Capacity to make one’s own medical
decisions requires that at least four criteria are satis-
fied.> First, the patient must be capable of expressing a
choice. This is a relatively straightforward criterion
that many otherwise impaired patients can satisfy.
Next, the patient must understand the medical facts that
are relevant to the decision at hand. For example, if the
decision concerns a procedure, the patient should have
a basic understanding of what the procedure involves,
what part of the body will be affected, what problem
the procedure is correcting or addressing, etc. Third,
the patient must demonstrate that they appreciate the
consequences or implications of their choice. A patient
who decides to undergo a procedure that requires gen-
eral anesthesia, for instance, should be able to appreci-
ate that agreeing to the procedure implies agreeing to
general anesthesia as well. Finally, decision-making
capacity requires that the patient can provide a coherent
rationale for their decision, i.e., give reasons for why
they are making a particular choice.

The ethical significance of decision-making capacity
cannot be overstated. Western approaches to medical
ethics emphasize the importance of patient autonomy to
a significant degree, and decision-making capacity is a
prerequisite for making autonomous choices. When
patients with decision-making capacity make autono-
mous choices, the medical team has an ethical duty to
honor and respect these choices.’

Patients with anorexia nervosa threaten to confound
this traditional understanding of decision-making ca-
pacity as a prerequisite for autonomous choice, as ano-
rexia nervosa directly influences how patients formu-
late their core values. For example, in a study by Tan
et al.,” patients with anorexia attached negative value to
“fatness,” which they perceived as highly undesirable
and associated with being lazy and lacking self-control,
but also more extreme negative associations like being
a failure or being unlovable. Patients in this study also
placed thinness at the top of their value hierarchy, such
that their drive for thinness took precedence over all
other parts of their lives. In many cases physical illness
associated with extreme weight loss was viewed as a
sign of success, rather than an indicator of serious dys-
function.

Anorexia nervosa also affects the patient’s concep-
tion of their own personal identity.® Patients with ano-
rexia nervosa often identify their disorder as a signifi-
cant component of their sense of self, of who they are
and their place in the world. They tend to view their
personal narrative, and their own sense of self-worth
through the lens of anorexia nervosa, and regard them-
selves as a success or failure, in general, relative to
their extreme weight loss. Patients with anorexia ner-
vosa have a sense that their personality might change
completely if they were to receive treatment, that they
would somehow be a different person altogether if they
did not have this condition. Treatment, on this view, is
a threat to one’s core values and one’s sense of self. It
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is no surprise that many patients with anorexia nervosa
opt to not pursue artificial nutrition as a component of
their treatment.

These features of anorexia nervosa are what con-
found our traditional conceptions of patient autonomy
and decision-making capacity. Despite their severe
psychological impairments, patients with anorexia ner-
vosa are often able to satisfy standard criteria for deci-
sion-making capacity, even when the decisions being
made pertain to the treatment of anorexia. Many pa-
tients with anorexia nervosa are well informed about
their condition and its associated risks, and they can
reason from their values to their choices in perfectly
coherent ways. Patients with anorexia nervosa value
thinness above all else, so when they refuse treatment
for their condition, they are making a decision that is
consistent with their core values and reflective of their
own identity.  They can reason from the value they
place on thinness to a decision not to eat, and they ap-
preciate, and sometimes hope for the harmful effects of
this choice, since this is an indicator that they are suc-
ceeding in the pursuit of their deeply valued goals. If
not for the dysfunctional nature of their choices, the
anorexic patient’s decision-making process is often not
merely sufficient for decision-making capacity, but
paradigmatic of the ideal.

One important caveat should be noted. In some
cases, patients with severe anorexia nervosa suffer from
metabolic encephalopathy due to malnutrition. These
patients are an exception to the above analysis, as they
clearly and straightforwardly lack the capacity to make
their own medical decisions. However, these patients
are essentially the exception which proves the rule—
setting aside cases where capacity is clearly lacking for
medical reasons, many patients with anorexia nervosa
can satisfy standard criteria for autonomous decision
making despite their disorder.

The Ethical Dilemma of Forced Feeding for Patients
With Anorexia

It is difficult to determine whether anorexic patients are
capable of autonomous choice about treatment for their
disorder. Outside of patients who are obviously inca-
pacitated, many anorexic patients exhibit the kind of
values-based reasoning which is characteristic of auton-
omous choice, yet their choices themselves are deeply
dysfunctional. This difficulty, in turn, gives rise to an
ethical dilemma in the clinical setting. Many patients
with anorexia nervosa fail to meet their nutritional
needs via oral intake, even when under direct medical
supervision. When patients with anorexia nervosa can-
not meet their nutritional needs despite various non-
invasive and therapeutic interventions, the next step is
often to consider artificial nutrition, especially for pa-
tients who are demonstrating serious or life-threatening
complications of prolonged malnutrition. However,
informed consent is usually required for artificial nutri-
tion. Many patients with anorexia nervosa, unsurpris-
ingly, decline artificial nutrition as a treatment option,



in which case the medical team has the option to regard
this an autonomous choice, respect the patient’s right to
make it, and allow the patient to undergo the harms
associated with severe malnutrition, even to the point
of the patient’s own death. This is a difficult outcome
for many providers to accept, as it amounts to allowing
the patient’s illness to influence their choices in ways
that lead to their own demise. Respecting a patient’s
autonomous choice to die of anorexia nervosa is at best
a difficult outcome to accept; at worst, it is an unethical
approach to patient care.

The alternative course of action hardly fares better
for either patient or provider. When the anorexic pa-
tient chooses to forego artificial nutrition, the medical
team may regard this decision as not an autonomous
choice, for reasons we have already identified, and
therefore not a decision that demands respect. In such
cases, the medical team may seek informed consent
from an appropriate surrogate, and compel artificial
nutrition against the patient’s expressed refusal. The
ethical justification in such cases is that the benefits of
artificial nutrition outweigh the harms of compelling it,
and informed consent is obtained from an appropriate
surrogate since the patient lacks capacity to make an
informed choice. On this account, the lack of autono-
mous choice plus the benefits of artificial nutrition are
thought to justify this otherwise highly invasive treat-
ment strategy.

One might look to legal standards to resolve this
dilemma.” However, from a legal perspective there is
nothing special or unique about this patient population
or their clinical circumstances. Patients with anorexia
nervosa are like any other adult patient—whether the
medical team is obligated to respect their choices de-
pends on whether those choices are autonomous, which
turns crucially on whether these patients have the ca-
pacity to make their own medical decisions. A review
of the existing case literature'*"" reveals myriad exam-
ples of both approaches to treatment. Some patients
with anorexia are compelled to receive artificial nutri-
tion, while others refuse, and this choice is respected
even to the point of their own death. Thiel and Paul
report a case where a patient receiving compulsory
treatment was repeatedly isolated and physically re-
strained for feeding, but gained only 1.11 kg in 178
days.”” On the opposite extreme, Jackson reports on a
case in which a woman with anorexia nervosa was al-
lowed to refuse feeding and start hospice.”> What’s
more, these differences are not explicable according to
jurisdictional variations. Clinically similar patients
receiving treatment in the same geographical area are
sometimes allowed to refuse artificial nutrition and die
of their illness, and other times compelled to receive
artificial nutrition. The law offers no consistent stand-
ard to guide clinical practice.

The ethical dilemma surrounding artificial nutri-
tion for patients with anorexia nervosa seems irresolva-
ble when approached as a patient autonomy question.
Whether patients with anorexia nervosa are regarded as
having, or lacking sufficient capacity to make an in-

formed choice about receiving artificial nutrition, we
end up with an ethically problematic outcome for the
patient. The patient is either allowed to die as a direct
result of their psychiatric disorder, based on the duty to
respect patient autonomy, or the patient is compelled to
receive treatment that they have explicitly stated they
do not want, based on the argument that duties of be-
neficence are sufficient to justify the harms of compel-
ling treatment. We seem to cause the patient avoidable
harm no matter what treatment pathway we pursue.

This ethical dilemma is resolved, however, by re-
considering the clinical evidence for compelled artifi-
cial nutrition as an effective treatment for anorexia ner-
vosa. Available data suggests that compelled nutrition
is not, in general, an effective long-term treatment for
anorexia nervosa. Many patients who undergo com-
pelled treatment fare no better than those whose refus-
als are respected, and compelling treatment in the most
severe cases often serves solely to extend the duration
of the patient’s illness as well as their length of hospital
stay.m'

While involuntary treatment may extend life, there
is potential for it to undermine the goal of treatment as
well. Many patients whose autonomy has been ignored
may feel an even greater loss of control and utilize ex-
treme measures to return to their former weight follow-
ing hospital discharge.!” A patient who undergoes in-
voluntary treatment may be sent home at a safer and
healthier weight, only to have been advanced further
down the spectrum of severity of illness in order to
accomplish this short-term goal.

Treatment outcomes for patients with anorexia ner-
vosa are largely unaffected by whether compelled feed-
ing is part of the patient’s treatment plan, as studies
have shown the mortality rate is lower in patients treat-
ed voluntarily and patients themselves have identified
the element of control and willing participation to be
essential in their treatment.'* ¥ Clinical evidence shows
that compelled artificial nutrition is not generally an
effective treatment for anorexia nervosa, so it should
not be considered as a viable treatment option, except
in circumstances when the patient’s mental status is
obviously clouded by the medical complications of
malnutrition. In these limited cases, artificial nutrition
is a trial of therapy intended to correct the patient’s
metabolic encephalopathy, thereby restoring the pa-
tient’s decision-making capacity. Once this goal is
achieved, the ethical rationale for compelling nutrition
largely fades away. In the majority of cases, patients
with anorexia nervosa should receive artificial nutrition
only if they agree to do so.

One can make a case for, or against the patient with
anorexia nervosa having the capacity for autonomous
choice. However, by evaluating the clinical benefits of
compelled artificial nutrition for these patients, the ethi-
cally appropriate treatment pathway becomes apparent.
Compelled feeding should not be pursued for the ma-
jority of patients with anorexia nervosa because it is not
an effective treatment for the disorder, and the harms of
compelling treatment are therefore not counter-
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balanced by a corresponding benefit for the patient.
The role of compelled nutrition is limited to patients for
whom metabolic encephalopathy leading to incapacita-
tion is a complication of their disorder. Outside this
very limited application, we should not compel feeding
for patients with anorexia nervosa.
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IN PRACTICE

End-Stage Surgical Status After Repeated Foreign

Body Ingestion: A Clinical Case Report
Madison S. McCarthy and Thomas A. Bledsoe, MD

Case Complexity: 1 2 3 4

Abstract

Repeated foreign body ingestion is common in patients with Borderline Personality Disorder (BPD).! The treatment of foreign
body ingestion in these patients has historically been challenging given the nature of repeated ingestion and limited treatment
options, yet end-stage surgical status as a result of repeated ingestion in this psychiatric condition is less common and all the
more challenging to treat.” In this case, we report on a clinical ethics consultation in which a 40-year-old patient with Border-
line Personality Disorder and an extensive history of repeated foreign body ingestion presents after ingesting 10 nails and is
determined to have the prognostic status of being both end-stage psychiatrically and end-stage surgically. End-stage, in the
context of this case report, is when a patient no longer has elective or emergent medical interventions as an available option of
treatment. Particularly, we focus on the novelty of end-stage surgical status in Borderline Personality Disorder and discuss the
ethical tension in determining a patient to be end-stage psychiatrically and the provider associated distress with no longer being
able to offer medical treatment options. Based on the framework of the case, we also provide general ethical recommendations

for managing patients with a lack of medical options secondary to psychiatric disease.

PRESENTATION

Ms. Smith is a 40-year-old patient with an extensive
history of ingesting foreign bodies secondary to Bor-
derline Personality disorder, Post-Traumatic Stress dis-
order, and Impulse Control disorder presented to the
emergency department at an urban tertiary-care hospital
upon referral by her primary care provider after another
ingestion.

Ms. Smith has a decades-long history of psychiat-
ric illness, which has been documented extensively in
her medical record since 2001. She has an estimated
>100 psychiatric-related admissions with a majority of
them being related to foreign body ingestion. Ms.
Smith has also had over 35 surgical procedures since
2015.

Of note, Ms. Smith has had a varied history of sui-
cidality. For example, in 2018, it was documented that
the patient ingested pills and was actively attempting to
obstruct treatment in hopes of taking her own life. In
2021, the patient had two significant ingestions, alt-
hough neither were reported by the patient to be a result
of suicidal behavior. The second ingestion was attribut-
ed to being triggered by depression, whereas the first
admission was not documented to be attributed to a
specific event.

When Ms. Smith was admitted in 2021, she was sent to
the emergency department by her primary care provider
(PCP) after reporting severe abdominal pain and nausea
without vomiting. Upon presenting to a local hospital,
she was transferred to a higher level of care given her
acuity. Ms. Smith did not have any notable stressors,
although she reported to not feel like herself and to
have skipped two days of medication. After going to
the emergency department following her PCP’s recom-
mendation, a foreign body ingestion of 10 nails that had
occurred 9 days prior was discovered, and the patient
was subsequently admitted to an internal medicine ser-
vice.

Diagnostic imaging revealed the 10 nails located
within the small bowel loops of the abdomen, at least
one in the duodenum, and an unspecified number in the
jejunal loops of the left abdomen. Gastroenterology
planned to only endoscopically intervene on the patient
if nails appeared in the duodenum. A repeat CT scan
showed that the nails had migrated towards the duode-
num and the patient subsequently underwent an esoph-
agogastroduodenoscopy (EGD) for retrieval. Two nails
were identified in the proximal second portion of the
duodenum, which left behind two 2mm lesions and
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distally, a Smm linear ulceration.

The surgical and psychiatric services were also
consulted. Upon initial evaluation, the surgical team
signed-off on the patient, citing that “given the multiple
operations this patient has required in the past for in-
gested foreign bodies, she has a hostile abdomen that
even if an operative intervention were warranted would
likely carry with it risks that outweighed the benefit. As
such, this patient is no longer a surgical candidate
whatsoever as there is no surgical intervention that
would prove beneficial either now or in future occur-
rences of ingested foreign body.”

At one point during the admission, a senior attend-
ing, who had operated on Ms. Smith several times pre-
viously, wrote a longer note detailing the thought pro-
cess that resulted in eventually declaring this patient to
no longer be a surgical candidate. Given the degree of
risk of another open abdominal procedure, the senior
surgeon was saddened by her condition but interesting-
ly, not ethically conflicted in his decision to not offer
another procedure and to actively recommend against
such an intervention by another surgeon at their, or
another, institution.

Of all the consulting providers, the psychiatry ser-
vice had the benefit of knowing Ms. Smith for the long-
est amount of time. The service noted that she had al-
ready seen a variety of providers and undergone treat-
ments spanning over two decades, none of which had
resulted in any notable remission from repeated foreign
body ingestion, therefore perpetuating the eventual
state of her lesion-filled abdomen. The patient was agi-
tated and uncooperative for the majority of her admis-
sion. However, she was deemed by the psychiatry ser-
vice to have full decision-making capacity.

ETHICAL ISSUES

The clinical ethics consultation was requested primarily
to evaluate the ethical implications and defensibility of
not offering further surgical treatment options given
Ms. Smith’s repeated ingestions and overall state of her
abdomen. Furthermore, the ethics consultation also
helped to evaluate future psychiatric recommendations
for the patient given the patient’s history and the deter-
mination of limited treatment options. Although several
services consulted on this patient’s case, these ques-
tions were best explored through the intersection of the
primary medical team’s decision-making with the psy-
chiatric and surgical services’ decision making. The
psychiatry service had confidence in their decision to
consider this patient end-stage as a result of her repeat-
ed ingestions, which resulted in her end-stage surgical
status. Similarly, the surgical service also had confi-
dence in their decision to declare this patient to no
longer be a candidate for surgical intervention. The
ethics consult allowed for both the Committee and the
providers to discuss the basis behind declaring this pa-
tient to be end-stage, and as a result, the lack of treat-
ment options that follow such a declaration.
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The moral distress that was most present in this
consult was felt most acutely by the primary medical
team. The lack of surgical options and advanced treat-
ment options from this service and consulting services
— in combination with the patient’s relative youth and
otherwise excellent health — was a source of signifi-
cant distress.

To avoid further moral distress, the primary medi-
cal team strongly considered recommending the patient
to seek care at another hospital, despite a senior sur-
geon consulting on this case actively discouraging in-
tervention at another institution. The ethical node of
whether or not recommending a patient to seek treat-
ment at another hospital is appropriate, especially in the
case of a patient deemed to have end-stage status,
formed as a result of this distress and was the second
issue discussed during this consult.

RECOMMENDATIONS

1. Declaring a patient to be end-stage status — and thus
no longer a candidate for most medical interventions —
is a tough decision, especially in the context of a mid-
dle-aged patient that is well-appearing. But, ultimately,
this decision is at the discretion of the treatment team
(s) and was rooted in what is medically indicated for
the patient. The considerable surgical and psychiatric
history that Ms. Smith had was well understood by the
services and with the past and present circumstances in
mind, we determined that such a declaration would be
ethically appropriate.

2. Given limited treatment options and risk of death
from perforation and other associated gastroenterologi-
cal complications, the Ethics Committee suggested that
the team consider referring the patient to a hospice care
service. Upon further investigation, it was found that
the patient could not be transferred to inpatient hospice
care due to the ambiguity surrounding the patient’s
remaining life and overall lack of need for comfort
measures given her overall feeling of wellness. The
patient was also apathetic towards engaging in treat-
ment including, but not limited to, palliative care or
hospice care. The Committee recommended that the
patient, in the absence of being followed by palliative
care, be counseled to have a plan for palliative care
services. If she was made acutely ill from complica-
tions of this most recent ingestion, the primary medical
team hoped to consult palliative care to make them
aware of the patient prior to this event in order to better
facilitate care and reduce potential secondary moral
injury.

3. The Committee advised against the primary medical
team’s desire to recommend that the patient present to
another hospital given that it is unethical to defer a pa-
tient to seek emergent and/or inpatient-level care at
another institution, especially when that care can be
provided at the institution at which the patient is cur-
rently admitted.



REASONING

The Committee, much like the care team, found this
case to be a challenging one given the competing ethi-
cal issues and lack of precedence. In 2014, only 15 case
reports on deliberate foreign body ingestion in patients
with personality disorders were found in the literature.’
Yet, around 1500 patients die each year due to foreign
body ingestion, of which 92% are estimated to be delib-
erate.* The recommendations were generated as a result
of the facts given by the consortium of the treatment
team, but in establishing them, we recognized and ap-
preciated the burden held by the four treatment services
involved in this patient’s care.

The first recommendation, which was to determine
the patient to be end-stage status, was the result of the
evaluation of the patient’s past medical history in the
present circumstances. In the case of this patient, medi-
cal intervention was deemed to no longer be helpful to
the patient, only harmful. Given that Ms. Smith was
relatively well-appearing, despite the presence of for-
eign bodies in her abdomen, there was no other signifi-
cant, medically indicated intervention other than sur-
gery to retrieve the foreign bodies. However, her past
medical history and known state of her abdomen made
this not possible. Given this, the medical team’s recom-
mendation of declaring this patient to be of end-stage
status was deemed ethically appropriate. The Commit-
tee recognized that the difficulty around this decision
stemmed primarily from provider-associated moral
distress.

The second recommendation, to introduce the pa-
tient to the palliative care team, was considered out of
the norm of traditional inpatient medical practice. Of-
ten, clinical medicine tends to focus on therapeutic care
and not palliation, which made this an unusual course
of action. However, given the patient’s unusual situa-
tion and imminent demise, the Committee felt that a
palliative approach for her end-of-life care was the
most ethical course of action for the patient.

The third recommendation required further clarifi-
cation from the care team prior to evaluating its ethical
appropriateness. The Committee felt that there were
different ethical implications for telling the patient to
seek care elsewhere in an emergency versus to gain a
non-emergent second opinion, and therefore, asked the
medical team’s reasoning for wanting to recommend
that the patient seek care at another hospital. In the case
of this team, they hoped to advise the patient to seek
care at another hospital in an emergent circumstance,
which we felt as unethical.

This consult, unlike the majority of others seen by
this particular Committee, was mostly about managing
and evaluating the moral distress experienced by the
providers taking care of this patient than the patient’s
own distress. Of note, this patient was not part of any
committee-related ethical discussion, which made any
direct discussion with the patient challenging. In the
spirit of offering support, the Committee reviewed the
ethical implications of the treatment team’s medical

recommendations, which ultimately led to reassuring
the treatment team that their decisions were ethically
appropriate, despite their challenging nature.

The patient, although not present for the consult,
was seemingly accepting of the Committee’s recom-
mendations. She did not appear to be in distress follow-
ing the consult.

In emergency department encounters following
this admission and the ethics consult, she has declared
herself to be DNR/DNI and has even offered to discuss
the recommendations of this consult to her providers.
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Discharge and Just Access When Experiencing

Homelessness

The Editorial Group of the Lynch Center for Ethics

Case Complexity: 123 4

Abstract

Because discharge planning is likely to go much more slowly for a debilitated patient experiencing homelessness who is unin-
sured than a well-insured patient, a question of just access arises in the context of a patient being deprived of the physical thera-
py services he needs simply because of his homeless status. Medical respite for those experiencing homelessness is defined by
the United States (US) standards setting organization, the National Health Care for the Homeless Council (NHCHC), as “...
acute and post-acute medical care for those experiencing homelessness who are too ill or frail to recover from a physical illness
or injury on the street or in a shelter but are not ill enough to stay in the hospital.”! Medical respite for those experiencing
homelessness is not only good medicine for patients but it provides considerable benefits to the hospital. Medical respite dis-
charges save hospitals on excessive length of stays and reduced readmissions.**

PRESENTATION

Mr. L is 51 years old. Two weeks ago, he presented to
the emergency department with acute stomach pain.
He was found to have a large kidney stone blocking his
urinary tract. Because of his infection and fever, his
kidney stone, which was assessed as too large to pass,
could not be surgically removed at the time of his
presentation to the emergency department. Rather, he
was admitted, and a stent was placed to allow for uri-
nary flow until the patient became afebrile. The pa-
tient’s course was complicated by an acute appendicitis
on day 5 for which his appendix was removed. Unfor-
tunately, even with antibiotic treatment, his fevers per-
sisted for the following two weeks. Only in the past 48
hours has he been afebrile, finally allowing for removal
of the kidney stone. On day 28, Mr. L was ready for
discharge.

Mr. L had been experiencing homelessness prior to
his admission to the hospital. Discharge planning is
now attempting to discharge him back to his shelter.
He was severely debilitated by his illnesses, however,
and the treating team believes that after being in bed for
28 days he is too weak to be safely discharged to a
shelter. Because Social Work believed that he was go-
ing to recover more quickly than he has, they did not
start the necessary paperwork to obtain Medicaid for
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him. Because he is without insurance, it appears that
there is no suitable placement.

ETHICAL ISSUES

Because discharge planning is likely to go much more
slowly for a debilitated patient experiencing homeless-
ness who is uninsured than a well-insured patient, a
question of just access arises in the context of a patient
being deprived of the physical therapy services he
needs simply because of his homeless status. If this
patient had been identified as homeless and uninsured
early in his admission, paperwork to obtain Medicaid
could have been submitted and his Medicaid insurance
might have been obtained. That the hospital was slow
to file this paperwork is not an ethically supportable
reason to unsafely discharge him now.

RECOMMENDATIONS

1. Ethics recommends that the patient be provided in-
tensive physical therapy to assure that he regains the
strength needed for him to return to ambulatory clinical
status.



2. Ethics recommends that social work begin the paper-
work for the patient to qualify for Medicaid.

3. Ethics recommends that the patient be discharged
only to a shelter that includes medical respite beds.

REASONING

That the patient receive intensive physical therapy,
which acute care hospitals do not usually provide, is
recommended because there is often a very small win-
dow of opportunity during which a patient has the pro-
spect of regaining function often lost from a long, de-
bilitating illness. Since this patient is experiencing
homelessness and is not easily discharged because of
his uninsured status, without the physical therapy ser-
vices that insured patients regularly receive on an out-
patient basis, it is incumbent upon the hospital to pro-
vide such services so that while discharge planning
progresses he is able to return to his pre-hospitalization,
ambulatory status.

There is, given that the hospital is in an urban area,
the prospect that there are medical respite beds some-
where. A medical respite bed is likely the best place-
ment for this patient. Although there are few such beds
in this man’s jurisdiction, there are some. Here again,
social work plays a key role in knowing where those
beds are and working diligently to secure a medical
respite bed for this patient.

Medical respite for those experiencing homeless-
ness is defined by the United States (US) standards
setting organization, the National Health Care for the
Homeless Council (NHCHC), as “...acute and post-
acute medical care for those experiencing homelessness
who are too ill or frail to recover from a physical illness
or injury on the street or in a shelter but are not ill
enough to stay in the hospital.” '  The NHCHC goes
on to clarify that, “Medical respite care is not skilled
nursing care, nursing home care, assisted living care, or
a supportive housing program.” It is short term (i.e., 30
-90 days) care for those ready for hospital discharge,
but who have no safe place to go to receive needed
medical and psychological services in order to make a
recovery sufficient to utilize provided social services
on their way to permanent supportive housing.

Medical respite for those experiencing homeless-
ness is not only good medicine for patients but it pro-
vides considerable benefits to the hospital. Medical
respite discharges save hospitals on excessive length of
stays and reduced readmissions.” It serves everyone to
be able to discharge Mr. L to a medical respite bed than
to have him stay indefinitely in the acute care setting.
Fortunately for Mr. L, one of the hospital’s social
workers was able to find him a medical respite bed in
one of the city’s best care for the homeless programs.
In less than 36 hours, Mr. L moved from the hospital
into a respite program from which, when he was ready,
would transition Mr. L into supportive housing so he
would not have to return to the street.
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Treatment Refusal When Lacking Capacity
The Editorial Group of the Lynch Center for Ethics

Case Complexity: 12 3 4

Abstract

Although there is some controversy in the ethics community about whether capacity should be assessed on a sliding scale,’
there is agreement that capacity is assessed in relation to a specific question or decision to be made. Some have gone as far as
to suggest that when a patient refuses to explain his or her reasons for treatment refusal and a physician cannot make a capacity
assessment, that refusal should be honored. On what casuistic and/or rational basis, then, might a refusal of recommended

intervention be accepted when the refusal comes from a patient who lacks capacity, either by assessment or presumption?

PRESENTATION

Mrs. D is an 83-year-old patient who came into the
hospital’s emergency department after a fall. She had
broken her hip and went directly into corrective surgery
so she would be able to walk again. While performing
the hip surgery the physicians found what they believed
to be cancer of the bladder. Prior to the fall, Mrs. D was
her own decision maker. Once out of surgery she was
delirious and had reverted to speaking her native Ital-
ian. She was assessed as lacking decisional capacity.

For the last several years, since she was widowed,
Mrs. D has lived with her 80-year-old brother and 78-
year-old sister in Albany, New York. Although both of
the patient’s siblings felt that she should move into her
son’s home and receive cancer treatment there, the phy-
sicians believed she required too much care to recuper-
ate at home. In addition to the physical therapy needed
to recover from the hip, the patient had become inconti-
nent and continued to be delirious. The patient’s son,
who held Mrs. D’s Durable Power of Attorney, flew to
New York when his mother was ready to travel and
brought her by ambulance to a community rehabilita-
tion and nursing facility in North Carolina, 5 minutes
from his home.

Once settled in North Carolina, the patient’s son
and daughter-in-law had the patient seen by a geropsy-
chiatrist who cleared the delirium sufficiently to return
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the patient to speaking English. After a couple weeks,
she was able to understand that her son was going to
make the big decisions for her; she never was able to
regain her decision making capacity. Nevertheless, she
was able to carry-on a short conversation with her son
each day when he arrived. She would smile and say
how happy she was to see him.

Although feeling the pressure from his uncle and
aunt to get his mother fully diagnosed and treated for
any malignancy, the son did not believe his mother
would want to be treated for the cancer, if that’s what it
was. Also, he felt she could understand simple ques-
tions about her future care. He thought he knew what
she would and would not want but also wanted to in-
volve her to the greatest degree reasonable, in decisions
of life and death. She had always been an independent
thinker.

He asked her if she had cancer, would she want to
be treated. Mrs. D’s reply was, “Absolutely not.” Over
a period of several days, the son asked the same ques-
tion in different ways and consistently received the
same answer. When the son tried to explain this to his
uncle and aunt, they objected and insisted the son get
his mother fully diagnosed and treated for any cancer.
Given that the son was the patient’s designated surro-
gate decision maker and not her siblings, treatment was



never forced on the patient.

The siblings kept calling the facility and making
hateful comments about the son to the hospice care
team.. The facility referred the case to its ethics com-
mittee. The chair of the ethics committee, a communi-
ty geriatrician, meets with the resident, and then with
the son. Her recommendations are as follows.

RECOMMENDATIONS

1. The ethics committee recommends that all calls from
these siblings be referred to the appropriate surrogate,
i.e., her son.

2. The ethics committee recommends that not pursuing
a definitive cancer diagnosis and treatment for the puta-
tive bladder cancer is ethically supportable because:

a. Diagnostics and/or treatment could be noxious
for the patient without the patient appreciating the rea-
son for being submitted to such noxious interventions.

b. Although the patient lacks decisional capacity,
she appears to understand enough to refuse, and her
refusal should be honored.

REASONING

It is well-established in ethics and the law that having
decisional capacity is the cornerstone of informed con-
sent or informed refusal.' The four standard ethics and
legal criteria for having decisional capacity are that the
individual must be able to:

1. Express a choice,

2. Understand the information provided,

3. Appreciate the implications of the information for
one’s own situation, and

4. Reason coherently in reaching a decision.

Although there is some controversy in the ethics com-
munity about whether capacity should be assessed on a
sliding scale, there is agreement that capacity is as-
sessed in relation to a specific question or decision to
be made.” Some have gone as far as to suggest that
when a patient refuses to explain his or her reasons for
treatment refusal and a physician cannot make a capaci-
ty assessment, even under these circumstances a refusal
should be honored. *

On what basis, then, might a refusal of recom-
mended intervention be accepted when the refusal
comes from a patient who lacks capacity, either by as-
sessment or presumption? The “reasonable person” is
commonly referred to in legal contexts as a hypothet-
ical individual who approaches a situation with an ap-
propriate caution and then acts. Thus, the “reasonable
person” is a legal fiction created to elucidate what a
reasonable individual might decide to do, or not do.

In considering the “reasonable person standard,”
one could apply the notion to evaluate the refusal of a

patient lacking capacity in comparison to what the
“reasonable person” might decide about cancer treat-
ment when situated similarly to Mrs. D. In Mrs. D’s
case, one might ask, “How does her refusal to undergo
potentially invasive and/or noxious diagnostics and/or
treatment for her putative bladder cancer compare to
what the reasonable person might choose?” At the age
of 83, she repeatedly says that she never wants to “...
go back to that place with all those doctors and nurses
who ask you a lot of questions, poke you all the time,
and won’t let you sleep...” Given this, refusing poten-
tially invasive and/or noxious cancer diagnostics and/or
treatment appears a reasonable choice.

Although Mrs. D is not as impaired as Joseph
Saikewicz was in the case of Superintendent of Belch-
ertown State School and another vs Joseph Saikewicz,
July, 1976 — November, 1977, this classic case in the
development of case law and ethics around medical
care of patients lacking capacity serves as a useful anal-
ogy. In the Saikewicz case, Joseph Saikewicz was a
severely cognitively impaired, 67-year-old with an 1Q
of 10 and an approximate mental age similar to that of
a two-year-old child. In otherwise strong health, Mr.
Saikewicz was found to have acute myeloblastic mono-
cytic leaukemia. On his behalf, the school superinten-
dent and a staff attorney petitioned the court to appoint
a guardian. Simultaneously, they petitioned the court
that an attorney ad litem be appointed for purposes of
getting Mr. Saikewicz treated. Instead, the attorney ad
litem recommended that Mr. Saikewicz not be treated.
This recommendation was based on a standard risk/
benefit analysis.

Any clinical ethicist involved in end-of-life cases
ought to be familiar with this classic case. This case
has helped guide decision-making associated with the
ethics of end-of-life for patients lacking capacity since
it was decided.

In Mrs. D’s case, she is far less cognitively im-
paired than was Mr. Saikewicz. She is able to express
her preferences and they are grounded in her immedi-
ately lived experience. Even though her bladder cancer
is not yet diagnosed, even the diagnostic procedures
needed to make such a determination would require her
to be sent to the hospital, or at a minimum to a physi-
cian’s office. The distress of forcing her to agree to
such interventions might, in and of itself, make the ef-
fort more burdensome than would be reasonable for
Mrs. D. Finally, given what the physicians saw when
they were doing the scans required to fix Mrs. D’s hip,
they believe that the bladder cancer has progressed into
the bladder wall and has likely metastasized, which
makes for a grimmer prognosis, regardless of interven-
tion. As such, it is not an unreasonable decision to for-
go definitive diagnostics and/or curative intervention
and, instead, enter hospice, which will only focus on
her comfort. Thus, even though she is not a fully ca-
pacitated decision maker, her son feels that her refusal
is consistent with what she would have decided, were
she fully capacitated, and that she is making a reasona-
ble decision that should be honored.
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Even though Mrs. D’s siblings kept up their abu-
sive calls until she died, her son took solace knowing
that he did not force medical treatments on his mother,
which she adamantly refused. He felt good that he had
been able to share with her almost a full year of daily
visits, and that she died comfortably and peacefully in
her sleep.
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MPQ Descriptors as a Pain Pidgin Language
Jada Wiggleton-Little, PhD (c)

Abstract

Philosophers have long noted a non-translatable difference between medical “pain-talk” and every day “pain-talk.” Yet, for the
shared goal of coordinating care, patients exchange their subjective experiences for an appropriate diagnosis-treatment pairing
despite patients and clinicians occupying radically different perspectives toward pain. Verbal pain descriptors, such as those
found in the McGill Pain Questionnaire (MPQ), seem to foster this coordination by operating as a pain exchange or pidgin lan-
guage. An exchange language emerges in a trading zone and allows a rather superficial description of an object to be successfully
communicated, at the expense of precisely capturing either perspective. Using a Galisonian’ trading zone framework, I argue that
MPQ descriptors operate as an exchange language due to the descriptors’ ability to express otherwise private, subjective experi-
ences of pain in a way that often maps onto physiological mechanisms. By adopting a Galisonian approach, we see that coordina-
tion best explains the effectiveness of the MPQ descriptors, their limits, and the harms that will ensue if medicine is overly confi-
dent of the coordination power of these pain descriptors.

Introduction

Philosophers have long noted a pain communication
barrier based on the difference between medical “pain
talk,” i.e., indicative of specific biological markers,

cally valuable for the clinician. This appears especially
to be the case with the sort of descriptors found in the
McGill Pain Questionnaire (MPQ), which seem to cross

physiological mechanisms, and treatment targets, and
everyday “pain talk,” i.e., as descriptions of pain in
terms of the first-person experience.' Talk of biological
markers and physiological mechanisms is more likely to
be found in scientific theories of pain, but given the clin-
ic is moving toward a mechanism-based approach to
diagnosing and managing chronic pain, I will collapse
science with medical “pain talk.” The pain lexicon com-
monly used in the clinical setting includes such verbal
descriptors as numb or stabbing. These descriptors are
significant for expressing otherwise private, subjective
experiences of pain in a way that often maps onto physi-
ological mechanisms, making the descriptors diagnosti-

this communication barrier by operating as a pain ex-
change or pidgin language.

A trading zone is an exchange region where mem-
bers of distinct cultures would meet and trade. In a trad-
ing zone, what gets communicated is a relatively super-
ficial description of the traded object, a thin description
that fails to fully translate the significance or value of
the object for either community z/et is still valuable for
its ability to foster coordination.” Peter Galison used a
trading zone framework to capture the local exchanges
between distinct scientific communities— 1i.e., engi-
neers, experimenters, and theorists—that still occurred
during Kuhnian paradigmatic shifts in science. Despite
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incommensurable differences in language globally, like
in other reported trading zones, experimenters and the-
orists established a contact language for /ocal coordina-
tion. Even though objects carry radically different clas-
sifications and significance between experimenters and
theorists, these groups collaborate toward a shared goal
of knowledge production by coming to a consensus
about the means of the exchange.

Despite occupying radically different perspectives
toward pain, patients and clinicians, too, trade pain
information (e.g., a symptomatic report for an associat-
ed treatment or diagnosis) to coordinate toward a
shared goal of care and pain relief. On a global scale,
language has grave limitations as a means of pain as-
sessment. There are inevitable translational failures
between how the patient subjectively experiences pain
and how the clinician can objectively investigate pain.
One, subjective pain experiences fail to fully translate
to verbal language, given experiences of pain resist
framing in ordinary language, cannot be shared, and are
assertedly inaccessible to others.** But, bypassing this,
patients and clinicians also place a different meaning
and value on pain. Every day "pain-talk" refers to nei-
ther a treatment target nor a biological marker of pain,
the spe01ﬁcat10ns of Wthh are seemingly essential to
pain science and medicine.” The concerns of everyday
life are whether the person is in pain, while the con-
cerns of science and medicine are whether specific pain
interventions ought to be made and how. These are non
-translatable vantage points of what is being discussed.
Philosopher Daniel Dennett has gone as far as to argue
that the subjective everyday talk of pain cannot be in-
terpreted in terms of the scientific, medical value of
pain without changing the subject matter entirely.®

By adopting a trading zone framework for pain
communication, we can see how MPQ fosters coordi-
nation despite these global differences as a pain ex-
change language. Moreover, a trading zone framework
is also helpful in illuminating the harms that can ensure
when we mistakenly treat this pain exchange language
as a direct translation.

MPQ Descriptors as an Assessment Tool

The MPQ is the first systematic attempt to incorporate
verbal descriptors in pain assessment. Currently, it is
still the most popular multidimensional tool to elicit
verbal pain language from patients.

In 1971, Robert Melzack created the MPQ to ad-
dress the inadequacy of the prevailing pain vocabulary
being used in the clinic at the time. This vocabulary
captured only the intensity of a pam experlence 7 Ac-
cording to Melzack, describing pain only in terms of
intensity was an exceptionally poor way to capture the
multidimensionality of a patient's pain experience. The
MPQ is a categorical scale that consists of 78 pain de-
scriptors into 20 subcategories and is organized into
four broader categories (sensory, affective, evaluative,
and miscellaneous); it also features a numerical ranking
to capture the intensity dimension of pain. Later, in
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1987, the short-form McGill Pain Questionnaire (SF-
MPQ) was developed, consisting of only 15 descriptors
(11 sensory; 4 affective) which are each rated on an
intensity scale.

In reflecting on the development of the MPQ, Mel-
zack noted how patients with “tabes dorsalis, reflex
sympathetic dystrophy, back pains, and so forth” would
descrlbe their pains in vivid detail using a rich vocabu-
lary.” He then tracked a pattern between patients with a
particular pain syndrome and the different pain de-
scriptors expressed. For example, when deciding be-
tween trigeminal neuralgia and atypical facial pain, the
sole use of MPQ descriptors was 91% successful in
matching a patient to an appropriate diagnosis.'® Pa-
tients with trigeminal neuralgia tended to choose flash-
ing, terrifying, blinding, and torturing, while patients
with atypical facial pain tended to choose vicious, dif-
fuse, and excruciating. When using the MPQ, patients
are directed to select the pain descriptors that best de-
scribe their subjective pain experience. These de-
scriptors might not be a natural language generated by
patients but are one in which patients are "grateful" to
be provided given the terms facilitate some description
of patients' pain and save patients from havmg to
search for words to communicate with clinicians.'"'?
Even if MPQ descriptors do not perfectly match the
common vocabulary patients use when talking about
their pain in everyday life, these descriptors can reflect
statistically significant disease patterns and can be used
to identify underlying pain mechanisms characteristic
of different types of pain conditions and disorders.

Thus, MPQ descriptors are primarily expressively
valuable to patients and are primarily differentially
valuable to the clinician. Moreover, they constitute the
phenomenon of pain into a "Workable object."”* MPQ
descriptors seemingly give patients and clinicians a
shared language that both expresses an otherwise pri-
vate and inexplicable experience, albeit with a superfi-
cial description of the experience, and pins down this
description for diagnosis and treatment purposes. For
this reason, some refer to the creation of the MPQ as a
“translation exercise,” one in which the multidimen-
sional nature of paln was translated into sensory and
affective descriptors.'* Proof of this "translation" is
supposedly evident by laypeople's endorsement and
ranking of these pain descriptors. The fact that these
descriptors were also able to identify underlying pain
mechanisms was an additional, less explicit objective
of creating the MPQ.

Despite being praised for turning the multidimen-
sional facets of pain into a workable object, MPQ de-
scriptors have severe limitations. Studies suggest that
laypeople whose first language is English find difficul-
ties using the elicit language. One study suggests that

40% of the MPQ descriptors were 1ncomprehen51b1e
underused, or their use was ambiguous.'® Other studies
have shown that the MPQ descriptors have limited dis-
criminatory power for making diagnostic differentials,
with differences being observed in the frequency of the
use of pain descriptors in different conditions and vari-



ations being observed in endorsement rates in patients
with the same condition.'"* Specifically, researchers
have concluded that MPQ descriptors could identify
neuropathic pains, but the sensory descriptors identified
differed per study.'® These limitations suggest MPQ
descriptors fail as a direct translational project; they fail
to capture the full significance of a pain experience for
either the patient or clinician, let alone both. This is not
a problem unique to MPQ descriptors but is observed
in all pain assessment tools.

MPQ Descriptors as a Pidgin Language

Trading zones are locations in which communities with
a deep communication problem still manage to com-
municate. For a trading zone to emerge, communities
had to live close enough to trade but be distinct enough
in culture and traditions to be portrayed as being from
"different worlds."* Often there was no direct transla-
tion between the different communities engaged in cul-
tural trade. Yet, these communities could at least unite
on the rules and language of the trade itself, despite the
goods being traded still maintaining a non-translatable
meaning and value within the borders of each commu-
nity. Galison refers to this emergent language of the
trade as the exchange or pidgin language.

Pidgin languages are learned as a second language,
and their function is to provide coordination in the trad-
ing zone. Galison writes:

What is crucial is that the two groups can collaborate
in the local context of the trading zone, despite the dif-
ferences in classification, significance, and standards
of demonstration. They can come to a consensus about
the procedure of exchange, about the mechanisms to
determine when goods are "equal" to another.”

This coordination is achieved because the pidgin lan-
guage provides a superficial, thin description of the
traded goods. By thin, Galison means there is no refer-
ence to a universal value assigned to the traded good; it
bypasses the presupposition that there is any consensus
among those engaging in the trade about the full signif-
icance (or thick description) of what is being traded.
The meaning and historic-situatedness of the trade ob-
ject get stripped away, the rules of the trade shift to a
more regularized use, and what is then left to be inter-
preted is the exchangeability of the object.

For example, consider the trade observed between
the peasant and landowning classes that resided in Cau-
co Valley, in Colombia.” For the peasant class, money
had moral value and was used in ritual practices such as
the secret baptism of money by godparents. In contrast,
money was value-neutral and significant only in estab-
lishing further wealth for the landowning class. In the
trading zone, both classes left behind the culturally
laden value and meaning of money unique to their
community and agreed on the exchangeability of land
for money. The spiritual value of money could not and
need not be perfectly translated to the value of a piece

of land.

Similarly, MPQ descriptors cross the language
barrier between everyday first-person, subjective re-
ports and the technical terminology of diagnostic medi-
cine not by translation but by coordination. Analogous-
ly, I take it that the MPQ questionnaire functions much
like a trading zone, and the MPQ descriptors as the
pidgin language. The MPQ serves as a communicative
floor where patients can exchange their subjective ex-
periences for an appropriate diagnosis-treatment pair-
ing. Patients and clinicians have agreed to the rules of
the MPQ and its regularized use in the clinic. The ex-
change language, the MPQ descriptors, strips away
facets of the complex, phenomenological experience of
pain, leaving behind a 'pain’ that can be interpreted by a
clinician for its exchangeability with a clinically indi-
cated pain intervention.

However, patients will report their experiences of
pain via a pain descriptor for the value of communi-
cating that subjective experience, and the descriptors
were not meant by the patient to indicate the pain
mechanism activated or to request a particular pharma-
ceutical intervention. The clinician, trained to value
'pain' as a treatment target, comes to the communicative
floor interpreting the descriptors as a sensory pheno-
type. For example, clinicians can interpret a patient
report of a cramping or squeezing sensation as indica-
tive of the patient experiencing visceral pain. With vis-
ceral pains, opioids are the most effective treatment.
Opioids would not be the most appropriate course of
treatment for, say, a patient reporting an achy or throb-
bing sensation, descriptors that the clinician may inter-
pret as the patient experiencing somatic pain.'’

Coordination Has its Limits

There are payoffs for adopting a trading zone frame-
work: by shifting our attention to the localized pain
exchanges that still occur between a patient and clini-
cian, we see that coordination best explains the effec-
tiveness of MPQ descriptors—and their limits. When
medicine is overly confident of the coordination power
of these pain descriptors, mistakenly treating a pain
exchange language as a direct translation, vital aspects
of the patient’s pain experience can be overshadowed
or missed entirely by the demands to conform to a lan-
guage designed to meet clinical objectives.

Galison refers to out-talk as the communication
that occurs between members of different groups. It is a
clinician's interpretation of a patient's out-talk of pain
that results in pain care. As Galison notes, because
there is no perfect translation, there will always be a
compromise in out-talk.'® Thus, the following questions
often arise when discussing a pidgin language: What
aspects of the groups' relationship with the traded good
get left behind in these thin descriptions? What aspects
of the groups' relationship with the traded good get
pushed forward? In the case of MPQ descriptors, vital
aspects of the patient's relevant pain experience can be
overshadowed or missed entirely, and what gets pushed
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forward is the clinical ideal of a ‘pain’ that is standard-
ized and objective.

The coordinating potential of a pidgin language
can be influenced by its formation. With many ex-
change languages that emerge in a trading zone, it is
the dominant of the two groups that most contribute to
the syntax, and the marginalized group is expected to
conform their unique language to meet trading needs.
Within the clinical domain, patients occupy a marginal-
ized group relative to healthcare professionals because
of vulnerabilities with respect to their illness, their gen-
eral servility to healthcare providers' demands, their
overall lack of institutional power and epistemic au-
thority, and their general lack of medical expertise rela-
tive to healthcare professionals within the clinical
space.'” The MPQ descriptors were developed primari-
ly on expert opinion and fail to include descriptors pa-
tients report are the most important or common. Vari-
ous online resources designed to teach patients how and
why they should use these descriptors are evidence that
the burden is on the patients to conform to the rules of
the trade.”

Although patients are “relieved” at seeing these
descriptors, these descriptors are metaphorical or non-
existent.”’ For instance, patients may feel that, of the
descriptors provided, gnawing best describes their ex-
perience, but many patients have never experienced the
sensation of being persistently bit by a creature. In-
stead, gnawing and other descriptors become catch-all
terms: an offered sensory phenotype for what the pa-
tient may truly perceive as, say, gnawing-like pains,
pains that feel drilling but also feel numb, grinding
pains, etc. In other words, the one descriptor, gnawing,
may apply to pain types with potentially significant
phenomenological differences that can be interpreted
for vastly different pain interventions. Yet, the current
syntax persists because descriptors like gnawing are
parsimonious and more compatible with a clinic's need
for standardization compared to the countless ways
individuals actually experience and may choose to ex-
press a gnawing pain.

It is conceivable that a patient could be harmed via
a misdiagnosis or delayed treatment due to the potential
overconfidence medicine has placed in verbal de-
scriptors and their ability to coordinate pain care, espe-
cially regarding coordinating pain care for chronic pain
conditions. The SF-MPQ has been proposed by the
International Pelvic Pain Society to be used in the as-
sessment of chronic pelvic pain (CPP). Cramping, ach-
ing, and hot burning as descriptors were shown to have
a high negative predictive value. If a patient with CPP
did not provide one of these terms, a healthcare profes-
sional could reasonably rule out the diagnoses of endo-
metriosis, abdominal myofascial pain syndrome, and
pudendal neuralgia.” Specifically, if a patient doesn't
choose cramping to describe their pain, the chance that
endometriosis is present is only 11%.”* This has im-
portant clinical implications; an invasive laparoscopy is
the only definitive diagnostic tool for endometriosis. If
a patient with CPP does not choose cramping, a lapa-
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roscopy will probably not be included in an initial com-
ponent of the evaluation.

Endometriosis has a diagnostic delay of 8.6 years,
with 75.2% of patients reporting being misdiagnosed
with another physical health or mental health problem,
most frequently by gynecologists and general practi-
tioners. Although cramping is a typical sensory pheno-
type associated with endometriosis, cramping also has
low specificity (33%).”> Many women without endome-
triosis are also likely to choose the term to describe
their CPP. Thus, a failure to choose cramping as a de-
scriptor could disrupt an initial investigation into an
endometriosis diagnosis; yet a patient choosing cramp-
ing could also “communicate” too many diagnostic
possibilities.

Pidgin Languages Evolve

In conclusion, Galison’s trading zone framework also
provides a helpful perspective on how we should ap-
proach MPQ descriptors going forward.

Language changes over time. An artificially creat-
ed pidgin language can evolve into a native creole lan-
guage.” The creole language still has a simpler gram-
mar than that found in either community. Still, the new
creole language develops a more extensive vocabulary
capable of a broader range of communicative exchang-
es. The descriptors incorporated in the MPQ have re-
mained unchanged since its inception despite modern
language evolving outside the clinical setting. One rec-
ommendation would be to adjust the MPQ descriptors
to reflect better the language of patients who are now
situated in a culturally rich, more technologically ad-
vanced society. Analyzing a wide range of social media
posts, researchers were able to identify novel contem-
porary pain descriptors that individuals naturally used
to talk about their pain: puncturing, contraction,
clenching, scratching, straining, horrendous, horrify-
ing, mild, irritating, horrible, excruciating, and dis-
tressing.”> These identified descriptors could provide
the MPQ with stronger discrimination and coordination
power. Adding these descriptors could be the first prac-
tical step in transforming the MPQ descriptors from an
artificial pidgin language to a more communicatively
rich language.

The clinic potentially faces a new era of a mecha-
nism-based approach to diagnosing and managing
chronic pain. For this reason, it is vital to have a clear
understanding of what information can be conveyed
and communicated through MPQ descriptors as a pain
assessment tool. Such information may be limited but
is necessary for the trade.
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Establishing an Independent Online Clinical Ethics Consultation Service in Response to
the COVID-19 Pandemic in Malaysia: The Process and the Organization
Mark Tan Kiak Min, BMedSc, MB BCh BAO, MA, HEC-C

The remit of formal clinical ethics services in Malaysia is still in its infancy stages. The first established clinical
ethics service was set up at the Institut Jantung Negara (IJN) in early 2018 and this was followed by the Clinical
Ethics Consultation Service (CECS) at the Universiti Teknologi MARA (UiTM) Faculty of Medicine in late 2019.
At the beginning of the COVID-19 pandemic, these were the only 2 established clinical ethics services in the coun-
try. In anticipation of the escalating COVID-19 situation in Malaysia at the time, and faced with a lack of estab-
lished clinical ethics support in the country’s healthcare system, Clinical Ethics Malaysia (CEM) was formed in
April 2020 with the aim of providing clinical ethics support to all Malaysian healthcare professionals who may
face ethical dilemmas in their clinical practice during the pandemic. These cases were not necessarily only limited
to cases and issues directly involving COVID-19 patients, but also those being an indirect consequence of COVID-
19 or those involving non-COVID-19 patients. This is done to support our frontliners because we recognised that
the many ethical issues that have arisen and continue to arise as a result of the COVID-19 pandemic may com-
pound an already stressful situation for healthcare professionals leading to an increased amount of moral distress.

Recognising the need and importance of providing timely, context appropriate and ethically sound support to
local healthcare professionals, the idea of a virtual clinical ethics consultation service for COVID-19 was mooted.
A virtual service would have the benefit of providing healthcare professionals across the country with quick and
easy access to ethics experts who were primarily based in the capital. Significantly, by using free platforms such as
GoogleDocs, WhatsApp and Zoom, the service could be managed on a limited budget. A referral to this service
would be received by a support team who would pass this on to a research team to conduct a literature review and
search for relevant resources and articles pertaining to the referral. Together with the case referral, these resources
would then be passed to an expert panel for deliberation. As a result of this, a reply containing discussion points
and recommendations would be drafted and sent back to the referrer by the support team once it has been finalised.
Referrals and replies have also been adapted as templates for teaching clinical ethics.

This presentation aims to share our experience of establishing Clinical Ethics Malaysia and setting up the in-
dependent Clinical Ethics Consultation Service. It will cover the reasons for the initial idea of setting up this ser-

vice and the process of making it a reality. It will also touch on the challenges we faced, and the lessons we have
learned in running this service.
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