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FROM THE EDITOR
latrogenesis and Health Inequity
Zoe Tao, MD and Niki Kasumi Clements, PhD

Since its origins in Ancient Greece, the Hippocratic Oath has limited the teaching of
medicine to people who have sworn to the “healer’'s law” (vouw inTpik@). The healer or
physician (inTpov or iaTpdg) is called to “abstain from all intentional wrong-doing and
harm.”t And yet there are cases when harm results from the medical encounter in a
phenomenon known as iatrogenesis. Whether through miscalculated risk or error, the
physician (iaTp6g) becomes a source (yéveoig) of harm instead of healing.

latrogenesis describes harm resulting from the actions of health care professionals,
including but not limited to “side effects and risks associated with the medical
intervention.”2 Irrespective of individual intention, iatrogenic harm signals adverse
clinical outcomes through the actions or negligence of clinicians and through their
treatments.3 Although iatrogenesis tends to describe the harm precipitated by particular
health care practitioners, there are also structural forms of bias and inequity that
contribute to medically induced harm.

A goal of our special issue of the AMA Journal of Ethics, “latrogenesis and Health
Inequity,” is to discuss how structural violence in medicine should be construed as an
important, neglected form of iatrogenesis. Structural violence differs from other forms of
harm in its injury to individuals and populations through social, cultural, political, and
economic arrangements that exclude, harm, or exploit.4 In medicine, structural violence
as a source of harm deserves specific attention because clinicians have professional
duties to care well for all patients, and patients whose vulnerabilities are exacerbated by
social determinants, including structural racism, deserve particular clinical and ethical
attention because inequity in health status and access to health care is pervasive and
widely documented.

Structural oppression and violence are not attributable to individual aggressors or
clinician bias only, so they must be identified, named, and challenged in system-wide
terms. Consider, for example, the iatrogenic effects of structural racism on algorithm-
driven care that lead to differential access to transplants and COVID testing.56 Clinical
practices, organizational policies, and individual clinicians’ speech and behaviors can
exacerbate racial and ethnic health inequity, but rarely do we consider inequity as
iatrogenic—that is, as caused by dysfunction in health care that is attributable to its
educational and operational policies and practices. This theme issue looks to establish
and launch this line of inquiry in the ethics, clinical, and public health literatures.
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Ultimately, we aim to identify guiding values that have tangible impact on mitigating
adverse clinical outcomes and health disparities and that increase public trust in health
care. Individual scholars and activists have long spoken out on these issues, and here
we have curated a small but mighty sample of literature that can serve to guide
clinicians, organizations, and members of the public in identifying and responding to
iatrogenic harm in clinical, educational, and research spaces in the US health care
sector. Clinicians encounter individuals and populations who have sustained multiple
forms of structural violence and, as such, are in a privileged place to address iatrogenic
harm in their practices. Perhaps these considerations can even contribute to the ethical
guidance vitally posed by the American Medical Association Code of Medical Ethics.”
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CASE AND COMMENTARY: PEER-REVIEWED ARTICLE

How Should Clinicians Respond to Race-Based Algorithms as Sources of
latrogenic Harm?

Madeleine (Maddy) Kane, Rachel Bervell, MD, MS, Angela Y. Zhang, MD, and
Jennifer Tsai, MD, MEd

Abstract

Some clinical algorithms use race as an epidemiological shorthand to
“correct” for health determinants that are clinically influential but also
variable because they are historical, social, cultural, or economic in
origin. Such “correction factors” are both clinically and ethically relevant
when their use reinforces racial essentialism and exacerbates racial
health inequity. This commentary on a case in which the original vaginal
birth after cesarean calculator is used argues that this and similar race-
based algorithms should be considered sources of iatrogenic harm by
undermining decision sharing in patient-clinician relationships and Black
birthing peoples’ rights to self-determination.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

Dr OB is a resident physician in a high-volume obstetrics unit at a county hospital
serving predominantly Black and urban Indigenous community members. Like other
resident physicians, Dr OB often uses a mobile phone application to calculate, via
algorithm, vaginal birth risk for birthing people who have delivered a prior child via
cesarean section (C-section).1 This vaginal birth after cesarean (VBAC) calculator has 2
race-based correction factors.! Scores yielded by the calculator are used to inform
clinical management decisions—specifically, about which delivery options to offer
patients in the unit—and to motivate standard of care. For individuals who have
delivered by C-section before, the score is clinically and ethically important, since vaginal
delivery complication risk for a person who has had a C-section is lower than C-section
delivery complication risk for a person who has had a C-section. Strangely, though, Dr
OB notices that most patients in the unit who have had a C-section are not offered an
option to attempt labor and vaginal delivery.

Dr OB enters a patient’s race as White instead of Black a few times and notices score

changes substantial enough to influence whether a patient who has had a C-section will
be offered an option to try labor and vaginal delivery. Dr OB wonders about the validity of
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the VBAC calculator’s “correction” factors in light of such starkly different results based
on how a clinician perceives and enters a patient’s race.

Given C-sections’ higher risk of morbidity and mortality and of longer stay in the
intensive care unit,2 Dr OB worries that patients of color in the unit are more frequently
exposed to higher-risk deliveries than White patients. Structural determinants of health,
such as systemic racism, which are independent risk factors in maternal mortality and
morbidity3 when other factors such as socioeconomic status# are controlled for, are
widely documented as exacerbating racial health inequity. In light of long-standing high
rates of maternal mortality in the United States® compared to other high-income
countries, and in light of Black patients suffering stark inequity in childbirth-related
mortality within the United States,® Dr OB wonders what to do.

Commentary

The trial of labor after C-section (TOLAC) decision should be a clinically nuanced and
patient-centered process that balances the increased mortality and morbidity risk
associated with VBAC with the major surgical risk of repeat C-section. As Dr OB notes,
racial inputs to the original VBAC calculator significantly alter risk assessment and can
be used to systematically route Black and Latine patients towards repeat C-sections at
higher rates than White patients. (We use the term “Latine” as a gender-neutral form
that was developed within Latine/Hispanic communities to describe people of Latin
American and/or Spanish descent.”.8) For example, for patients with matched profiles
(eg, 28 years of age, body mass index of 26, and “prior indication for cesarean”), a
White patient would have a 61.6% chance of successful VBAC, whereas a Black patient
would have a 45.1% chance of successful VBAC and a Latine patient, 44.9%.1 Of note,
the original VBAC calculator lacks definitions of (and distinctions between) racial and
ethnic identity. Physicians are further unable to select “yes” for both African American
and Hispanic, creating conundrums for biracial, multiracial, and Afro-Latine individuals.t

Choosing between a C-section or vaginal delivery can be deeply personal, and both
options come with benefits and risks. Adverse C-section outcomes include protracted
hospital stay, increased financial costs, and poorer patient outcomes.129.10 Moreover,
TOLAC increases risk of uterine rupture (though absolute risk remains low) and morbidity
from repeat C-section after a failed TOLAC!%; long-term concerns after vaginal birth
include urinary incontinence, uterine prolapse, and pelvic pain.®

The race-based VBAC calculator, however, does not address racialized inequities in
childbirth-related morbidity and mortality. It instead embeds multiple invalidated
assumptions and omits critical nuance, and its use risks removing patients’ exercise of
their autonomy in an informed decision on method of delivery. Race is either falsely
assumed to be an immutable biological characteristic or implemented as an overly
imprecise proxy for the lived consequences of structural racism. Ultimately, this
unscientific rationale places patients of color at disproportionate surgical risk, which is
discriminatory and causes iatrogenic harm. Accordingly, the VBAC calculator was
recently revised1? to remove race (though the new calculator’s implementation is still
ongoing). The use and reform of the race-based VBAC tool demonstrates the necessity of
critical inquiry in shifting to a race-conscious paradigm emphasizing racism-based
structural determinants of health.13.14.15,16
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Unscientific “Corrections”: Structural Racism in Health Care

Racial categorization is a historical, imperial, and erroneous enterprise. While human
difference has long been scrutinized, hierarchical racial organization of humans
originated from colonial efforts to subjugate people of color.1” Medical professionals
published pseudoscientific racial rankings, baldly motivated by economic gain, White
supremacy, and racist colonial agendas.17.18.19 Bolstered by the authority of Western
biomedicine, dehumanizing conclusions about racial inferiority were widely adopted in
medical scholarship and served as foundations for racial adjustments. Race was thereby
operationalized as an immutable, physiological trait despite lack of evidence of a

genetic basis.1820.21

Furthermore, medical education presumes that the typical patient is White (and often
able-bodied, slim, and cis-male).18.22.23.24.25 This |ogic frames people of color as
abnormal human variants, whose manifestations of health and iliness require
“corrections.” Using tools with race-based corrections can lead to delayed care, unequal
treatment, and personal and systemic biases.1®> Fundamentally, it is unscientific and
unethical to correct for race in any clinical algorithm.

Muddying Causality

Importantly, biological essentialism frames racial genetic variation as the source of
health inequities, despite ample evidence demonstrating that structural racism is a
major contributor to health injustice.313.20,21,26,27 Nonetheless, extensive resources are
allocated to investigate how genetics contributes to racial differences in disease rates
and mortality, while funding for investigations that seek to examine and address the
social realities that beget unequal health remains sparse.28.29.30 This funding disparity
leads to low-quality scholarship that prevents and muddies broader comprehension
while overlooking opportunities to unravel the complex threads of structural power that
bar patients of color from healthier lives.

Interdisciplinary scholarship has identified key intersecting drivers of inequities ranging
from life-long toxic exposures, epigenetic and hospital-level risk factors, and the impact
of structural racism.3:31 For instance, the authors of the original VBAC calculator
analyzed but did not include insurance status,1.32 which is associated with successful
VBAC for privately insured patients.33 Because structural racism causes access to
private insurance to fall along racial lines,34 utilizing race but not insurance in VBAC
possibly exacerbates bias. Using race as a stand-in for such interlocking factors is an
overly crude tool in research on root causes of childbirth disparities and morbidity and
mortality, let alone in nuanced clinical decision making to address such suffering.

Layered Harms

As discussed above, the unscientific use of race causes patient harm by systematically
increasing risk for Black and Latine patients. It also reinforces racist notions by casting
birthing people of color as fundamentally different from White birthing people, echoing
racist medical legacies that ascribed differing pelvic anatomy and reproductive “fithess
to Black and Latine patients.® Using race thus perpetuates medical othering without
elucidating actionable factors of VBAC disparities.

”

Neglect of patient autonomy and consent is another source of harm. Fundamentally,
physicians must inform patients of the risks, benefits, and reasonable alternatives
(including no intervention) to make their own decision.35 Although the American College
of Obstetricians and Gynecologists recommends implementing shared decision making
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for VBAC,11 the determination and application of race is often done without patient
knowledge, let alone patient input or consent. This neglect of patient autonomy reenacts
historical legacies of medical disenfranchisement in communities of color, highlights
physician paternalism, and infringes upon basic patient rights. Rather than assigning
race or engaging in “colorblind” medicine that disregards race and racism, clinicians
should prioritize respect for autonomy and shared decision making to enable race-
conscious medicine that emphasizes racism.14 This approach should facilitate
transparent discussion of patient values and preferences about TOLAC in the context of
the effects of structural racism on their bodies, environments, and hospital care.

It is also necessary to consider the harm of the unscientific use of race to clinicians and
the greater society. Teaching clinicians to believe in the fundamental biological
inferiority of non-White bodies creates inappropriate, harmful, and unscientific clinical
practice. Such a belief renders invisible the toll of structural racism, hinders shared
decision making and health equity, and exacerbates injustices that plague already-
oppressed populations. Clinicians and trainees of color often bear “chronic minority
stress” and can be additionally harmed by internalizing false bioessentialist claims.36

VBAC as a Justice Catalyst

Structural justice requires that health care organizations “acknowledge and work to
reduce the inequities in society.”37 A structurally just algorithm would prioritize upstream
causes of social inequity that can be readily defined, measured, and addressed (eg,
insurance status). Critically examining race-based instruments disrupts structural
racism’s power. Although race-based adjustments seem to address racial disparities,
they perpetuate damaging bioessentialist perspectives of race, are fundamentally
nonspecific because they do not define or capture clinically meaningful variables, and
intrinsically reinforce White supremacy to our patients’ detriment. When race-based
tools perpetuate health inequities and cause potential iatrogenic harm, we must then
practice race-conscious medicine that emphasizes structural justice by analyzing
disparities’ root causes and materially addressing them.

While African American and Latine patients have decreased rates of successful VBAC in
comparison to White counterparts, this disparity is not because of their genetic code but
because of historical and contemporary inequities, as the toll of COVID-19
attests.38:39.4041 |n this respect, race certainly still matters. As social inequities regarding
insurance, access to care, educational level, and financial support also affect rates of
successful VBAC, these factors could be explored during prenatal care or family planning
to more precisely redress inequities.® Shifting to race-conscious medicine that
emphasizes racism (which requires working with advocates, system-level administrators,
and community organizations; addressing the structural justice and societal-level
circumstances; and critically examining childbirth-related morbidity and mortality)
represents a better and more concrete step towards redressing structural racism.
Because no individual clinician can compel these reforms, collaboration is crucial.

In the meantime, clinicians should eschew racialized corrections in individual practice
and instead name racism—not race—as a marker in health inequities. Continuing
education on race, racism, and race-based medicine is necessary. We invite clinicians to
thoughtfully reflect on What happens if | remove this race adjustment? What factors of
social injustice are contributing to this assessment? What additional factors may be
relevant? Such queries remind us that unilaterally assigning race based on phenotype or
participating in colorblind medicine (ie, ignoring race) are baseless behaviors. Rather,
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firmly repositioning patients as the foremost experts on their ilinesses, histories, and
lives bolsters shared decision making and patient autonomy. These shifts can improve
patient discussions and encourage clinical practice tools to incorporate markers of
structural violence while helping clinicians make thoughtful and informed clinical
decisions.1442

Creating alternatives to racial categories will require significant effort. Professional
organizations must reform race-based guidelines, and researchers across allied health
fields must innovate and implement measures of structural harms. Institutions must
also address the time and financial pressures in clinics, which reward heuristics and
limit clinicians’ ability to have nuanced, structurally informed encounters. These
constraints most affect underserved patients, whose social realities and resulting
comorbidities often require time-intensive efforts to address in order for clinicians to
confer high-quality care.

Although there are significant obstacles to race-conscious medicine that emphasizes
racism, we remain hopeful about progress. We have witnessed recent professional
consensus eliminating race-based corrections in VBAC and kidney function tests,11.43.44
and we are inspired by new research demonstrating racism as a cause of downstream
factors that contribute to preterm birth.45 These advances have been achieved through
collaboration and tireless advocacy and should be a blueprint for the reform of other
tools.

Recommendations
In sum, we recommend that clinicians engage in transdisciplinary collaboration to do the
following?2eé:

1. Acknowledge harms of race-based medicine and continue to critically reflect and
guestion tools that essentialize identity.

2. Incorporate racism’s influence in practice guidelines and tools.

a. Explicitly name racism and partner with affected communities.

b. Measure specific and modifiable markers of risk (eg, insurance coverage,
incarceration).

c. Use existing or innovative tools to evaluate structural vulnerability; these
measures should be fluid and dynamic, reflecting the mutable nature of
social forces.

d. Establish transparency by specifying how and why racial and ethnic data
were gathered and used in research and clinical tool development.

3. Address the diversity of lived experience, especially in oppressed populations.
a. Invite patient-centered conversations to strengthen shared decision making
and patient autonomy.

4. Advocate as a profession for structural measures that advance health equity.
a. These include living wages, universal insurance coverage, access to
affordable housing, and quality education.
b. Within allied health fields, address the recruitment and retention of more
trainees of color.
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We suggest implementing these recommendations in transdisciplinary collaboration
within and beyond academic health care settings.
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CASE AND COMMENTARY: PEER-REVIEWED ARTICLE

When Experiencing Inequitable Health Care Is a Patient’s Norm, How
Should latrogenic Harm Be Considered?

Bantale Ayisire, MS, RN and Kristen R. Choi, PhD, RN

Abstract

Inequitable care and outcomes experienced by persons with mental
illness have long been exacerbated by stigma expressed by clinicians.
This commentary discusses a case, considers physical and psychological
dimensions of iatrogenic harm to patients for whom inequitable health
care is the norm, and suggests how psychological iatrogenic harm can
be recognized and addressed by clinicians.

Case

ST is a 45-year-old woman with a long-standing history of schizophrenia and violence.
Occasionally, ST can respond appropriately to clinicians’ questions. But she has been
hospitalized in several organizations in the city several times for swallowing sharp
objects, which require surgical removal, to which ST typically objects with fear and
anxiety so great that she must be forcibly anesthetized. She has experienced several
episodes of physical, chemical, and legal uses of restraints during her encounters with
clinicians. She has not kept posthospitalization follow-up appointments and cannot
adhere to prescribed medications without close supervision.

Most recently, ST swallowed a pen, underwent an initial surgery to extract the pen, and
began recovering steadily until she noticed Dr L, a second-year surgery resident
physician, to whom she said, trying to yell, “l never want any more surgery, ever!” Dr L
approaches ST and sits with her, explaining that she will need at least one more surgery
to check for bowel perforation. ST despairs, “No one cares about what | want. My
decisions don’'t matter and have never mattered.”

Commentary

Individuals with mental illness experience inequitable health care. They may be denied
access to health services and left out of care decisions concerning both physical and
mental health.t This inequity may partially explain why individuals with serious mental
illness die 25 years earlier on average than those without serious mental illness.2 One
key driver of inequities in health and health care for individuals with mental iliness is
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stigma, which is characterized by social marginalization of an individual.3 Although it
may manifest in interpersonal interactions, such as among caregivers of people with
mental illness,3 it can also be embedded in institutions, policies, or clinical care
structures in a more insidious and less visible manner.! Institutionalized stigma often
creates the conditions for individual stigma to flourish in clinical care. In health care
systems, stigma is associated with denial of care, substandard treatment, treatment
delays, and physical and verbal abuse.# Through clinicians’ negative judgments and
discriminatory comments or attitudes and through rigid treatment protocols, stigma can
introduce iatrogenic harm to patients with mental illness.15

While physical iatrogenic harm and care deficiencies resulting from mental illness
stigma have been well documented, there is also a psychological dimension to
iatrogenic harm. In qualitative research, people with mental iliness have described the
overt and covert psychological harm that they have experienced during interactions with
health professionals.6 More generally, in interactions with others, people with mental
illness have described encountering negative stereotypes, dismissiveness,
overprotective or patronizing attitudes, and physical distancing.” Research also suggests
that health care professionals have a narrow view of risk of iatrogenic harm associated
with care of people with mental illness and that they do not often consider psychological
harm or involving patients in recovery-oriented approaches.8 In order to make
meaningful progress in closing health disparity gaps and achieving health equity for
individuals with mental illness, both physical and psychological iatrogenic harm must be
addressed, particularly for patients with serious mental illness who are most vulnerable
and for whom receiving inequitable care has historically been the norm.

Analysis of ST's Case

In caring for patients with mental illness who have historically received inequitable care,
priority should be given to the ethical principle “first, do no harm.”® The use of coercive
practices, such as physical restraint, chemical restraint, and legal force should be
weighed carefully against their potential for inducing iatrogenic harm, including
psychological iatrogenic harm, given evidence that such practices are associated with
injury or even death.10 In the case of ST's emergency surgery to remove the pen that
threatened her life, the do-no-harm principle may have necessitated that the surgery be
performed. However, her history of untreated mental iliness, clinicians’ recurrent failure
to meet her needs, and their only acting when she is experiencing a life-threatening
emergency cannot be ignored moving forward. The interdisciplinary care team should
consider using a trauma-informed approach to build rapport with ST1%; treating her
underlying mental illness, including trauma and anxiety?; identifying drivers of
intentional ingestion of sharp objects; and allowing ST voice and choice in her care to
the greatest extent possible in order to do no further harm and repair the harm that has
already taken place.

ST’s clinical presentation, which her clinicians perceive as nhoncooperation and refusal
to accept treatment, is likely driven by a history of traumatic health care experiences,
stigma, and untreated mental iliness. It is evident that interventions intended to
promote ST’s health have resulted in a pattern of psychological iatrogenic harm and
disregard for patient autonomy that must be resolved before any additional surgeries
take place. It can be challenging for clinicians to strike a balance between patient
autonomy and safety for patients whose mental iliness or behavior poses an immediate
threat to themselves or others.12 There are emergency situations when surgery or other
interventions are necessary for a patient’s survival. In these situations, options may be
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limited or nonexistent for reaching an agreeable care plan based on respect and
mutuality. However, following such emergencies, clinical teams should consider how
crises that result in violation of patient autonomy can be prevented in the future and
how to restore patient autonomy in the recovery period.

Addressing latrogenic Harm

Mental illness-related stigma can cause physical and psychologijcal iatrogenic harm to
patients when it contributes to violation of patient autonomy and when care decisions
are determined by clinicians alone, leading to responses such as ST's assertion that “no
one cares about what | want.” To mitigate such harm, an approach grounded in the
ethical principle of respect for autonomy must guide health care systems’ care of
patients who have a history of receiving inequitable care.13

Autonomy is a core ethical principle in health care that entails providing care that is
acceptable to a patient based on their beliefs and values and that results in self-
empowerment and self-actualization.12 Patients with mental illness are not always
perceived as competent to engage in shared decision making and thus may experience
violations of their autonomy by clinicians.8 Importantly, iatrogenic harm to those with
mental illness resulting from violation of their autonomy may be psychological in nature.
Independently of patients’ physical health outcomes, the risk of psychological iatrogenic
harm must be considered when treating patient with mental iliness, especially those
who may be deemed legally incompetent to make their own health care decisions.12 To
operationalize respect for autonomy in challenging clinical interactions and to prevent
psychological iatrogenic harm, clinicians should consider the following actions:

1. Shared decision making. Shared decision making between clinicians and their
patients refers to patient-clinician agreement on the best course of treatment
based on the patient’s informed preferences about options provided by the
clinician.14 In shared decision making, the clinician perspective is not given
greater weight than the patient perspective, and there is a mutual, equitable,
respectful, and dynamic process of reaching a shared decision.15 This approach
can be applied in considering how to prevent emergencies, such as in the case
of ST. Engaging with ST equitably to identify strategies to manage her mental
illness and meet her psychosocial needs could reduce the likelihood of future
emergencies.

2. |Interprofessional teamwork. It is important for clinicians to use an
interprofessional, team-based approach when caring for individuals like ST,
recognizing that patients’ complex needs require a team that includes
physicians, nurses, social services, and family members. Interprofessional
teamwork among health care professionals is associated with improved care
quality, job satisfaction, organizational culture, and patient outcomes.16 By
working as a team, clinicians can leverage interdisciplinary knowledge to resolve
ethical dilemmas and mobilize resources to meet patient needs holistically.

3. Challenging stigma, stereotypes, and bias. Clinicians should work to challenge
their own unconscious biases and stigma when they encounter cases like that of
ST. Mindfulness—that is, focusing one’s awareness on the present moment—
about how bias and stigma might influence one’s clinical interactions can be
useful for countering implicit bias, increasing compassion, and practicing
nonjudgment.1?
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By taking the above actions and prioritizing future prevention of crises that result in
violation of patient autonomy, clinicians can reduce iatrogenic harm resulting from

stigma against mental illness while improving both the quality of care provided and
patient outcomes.18

Conclusion

Health care organizations have a responsibility to recognize the iatrogenic harm that
arises from stigma against mental illness and to implement structures, care processes,
and policies to eliminate stigma. These actions may include clinician stigma and bias
training, establishing patient advocacy programs, promoting team-based care, and
establishing processes for shared decision making. Because teamwork is essential to
reducing stigma-related iatrogenic harm, clinical training programs should include
strategies for interprofessional practice and for identifying interdisciplinary team
members (eg, social workers, nurses) who can help resolve whole person needs. Clinical
teams have a responsibility to recognize when iatrogenic harm has taken place, repair
the harm, and take steps to prevent similar harm from occurring in the future. When
iatrogenic harm in all its forms is understood and steps are taken to eliminate it,
persistent inequities in health care that disproportionately harm vulnerable populations,
including people with mental illness, can be reduced to achieve a more ethical, just
health care system.
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When Is latrogenic Harm Negligent?
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Abstract

latrogenesis refers to harm experienced by patients resulting from
medical care, whereas negligence is more narrowly conceived as
deviation from standard care. While all harm resulting from negligence is
iatrogenic, not all iatrogenic injury is negligent. This commentary on a
case about a patient with a minoritized identity at the end of his life
argues that criteria by which an iatrogenic injury is deemed negligent
depend on how practice standards are defined.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

MJ is a 33-year-old transgender man who transitioned with hormone therapy during
college. His parents immigrated from Mexico in their early 20s, settled in suburban
Texas, and retain views about gender identity that MJ has, for many years, experienced
as oppressive.

Recently diagnosed with advanced colorectal cancer, MJ has been hospitalized several
times during the past year. His physicians recently conveyed to MJ that no curative
options remain. MJ’'s family members are distraught, blame MJ for bringing this upon
himself and his family through his “lifestyle choices,” and insist that MJ denounce his
gender identity. MJ expresses to Dr R, the hospitalist attending physician directing MJ’'s
inpatient hospice care, and Dr S, the resident physician, that he fears he will die alone,
without anyone at his side, if he does not do as his family members ask.

Dr R reiterates the importance of family visits while MJ goes through the dying process
and suggests that his gender identity, at this point in his life, should probably be
regarded as less significant than his comfort and sense of family belonging. When alone
with MJ, Dr S, who disagrees with Dr R, considers telling MJ, There is no need to
compromise your identity. Be who you are to the end. We will be here with you, and you
will not be alone when you die. Dr S considers whether to speak these words.
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Commentary

latrogenesis refers to harm experienced by patients resulting from medical care,
whereas negligence can be conceptualized more narrowly as “failure to use reasonable
care, by ... departures from accepted standards of care.”t Therefore, while all harm that
results from negligence is iatrogenic, not all iatrogenic injury is negligent. This essay
argues that the criteria by which an iatrogenic injury is deemed negligent depend on
accepted medical practice standards and what could be expected of a physician’s
actions given the availability of guidelines and evidence, as well as accepted standards
of care.

Determining Negligent latrogenic Harm

In 2019, the Council on Ethical and Judicial Affairs of the American Medical Association
(AMA) released a report that highlights the failure of the AMA Code of Medical Ethics to
examine clinical competence “as an ethical responsibility.”2 It asserts, quoting Epstein
et al,3 that “the better part of the responsibility to maintain competence rests with
physicians’ ‘individual capacity, as clinicians, to self-assess [their] strengths,
deficiencies, and learning needs to maintain a level of competence commensurate with
[their] clinical roles.””2 This articulation of physician accountability echoes the rationale
for continuing education required of physicians in the United States.

In this case of a patient with a minoritized identity, the determination of negligent
iatrogenic harm rests on physicians’ ethical responsibility to identify, uphold, and apply
standard of care. Care that expresses practice standards necessitates the same level of
ongoing commitment to understanding needs of patients with minoritized identities as it
does to continuing education on current therapeutic interventions. Failure to employ
practices supported by contemporary standards of care for lesbian, gay, bisexual,
transgender, and queer (LGBTQ) patients could thus be considered negligent in the
same way that failure to implement contemporary standards for management of
advanced colorectal cancer would constitute negligence and iatrogenic harm.

Affirming Communication for LGBTQ Patients

Although guidelines for care of patients with metastatic cancers have outpaced research
on care for these conditions in LGBTQ patients,4 the medical field has recently
undertaken guideline development for disease management and end-of-life (EOL) care
for LGBTQ patients. The research on which the guide is based suggests that open-
minded, affirming communication allowing for disclosure of history, identity,
preferences, and goals is critical to delivering high-quality care that meets the needs of
LGBTQ patients at the EOL.5 Scenarios whereby patients are unable or not invited to
freely communicate their needs should be viewed as “effectively iatrogenic problems”s
because such communication does not meet standards of minimally acceptable—much
less good—end-of-life care. Not employing affirming communication to effectively elicit
LGBTQ patients’ life histories and values in shaping treatment goals could thus be
considered negligent iatrogenesis.

In the case presented, both physicians presume to know what is best for MJ as they
consider his imminent transition to hospice care at the end of his life. Dr R suggests that
MJ’s identity ought not to be a more significant factor in his decision making than the
ability of his family to be present at his bedside. Dr S intimates that preserving MJ's
identity could involve excluding his family from his dying process and that his identity
should be the cornerstone of his decision making. Resolving this dilemma depends on
preserving MJ’s autonomy to consider the values and actions that are most important to
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him. Respect for autonomy” demands that a patient’s perspectives are weighed
prominently in decisions. MJ’s gender identity and his experiences with his family might
be relevant to the current decision point, contrary to what Dr R asserts. However, it is
possible that, despite familial oppression, MJ might still value family presence at this
moment of his life. Ascertaining what his preferences are and how he wishes to apply
them now is more important than relying on either physician’s assumptions of what
matters most. The physicians’ poor communication, which lead to their insufficient
exploration of MJ's framework for medical decision making, risks their imposing their
views upon MJ’s dying process and incurring iatrogenic harm. At this critical moment,
Drs R and S ought to prioritize open, collaborative communication with MJ to better
understand his wishes and how he feels his family dynamics should shape familial
involvement to ensure that his EOL care accords his wishes.

Relational Autonomy’s Importance

Decisions concerning familial involvement might be particularly complex in contexts
wherein the centrality of patient autonomy is less established and other considerations,
such as family harmony, might be more salient. The concept of relational autonomy,
which acknowledges that individuals exist within complex networks of relations with
others who shape their needs, values, and preferences, offers resolution to the seeming
conflict between autonomy and relationality. Considering relational autonomy in
approaching ethical dilemmas offers solutions that, in the words of Dove et al, “leave
the ultimate decision to the person most affected, but encourage and facilitate the
consideration of this person’s care and responsibility for connected others.”8

Palliative and hospice care, attuned to this concept of relational autonomy, centers the
patient and their family as the locus of care.8 The delivery of this care can be
complicated for patients whose identities are marginalized by their own biological family.
Yet rather than viewing this marginalization as an impasse, it is crucial to understand
LGBTQ patients’ preferences for involvement of family, biological or chosen, at the EOL—
a further exercise of patient autonomy.

The earliest US-based publications on the experiences of LGBTQ patients receiving
palliative therapies originated during the AIDS epidemic in the 1980s. These studies
identified relevant barriers to care, including patients’ estrangement from their
biological families as well as their desire to preserve chosen families’ role in medical
decision making.® This literature emphasizes the need for culturally responsive medical
care that acknowledges the higher risks of decisional conflict for the dying patient and
grief of disenfranchised members of the patient’s chosen family. A seminal report by the
Institute of Medicine on providing high-quality care to LGBTQ patients supports this
recommendation for culturally responsive communication in the care of LGBTQ patients
across the life spectrum.10 Furthermore, a notable 2018 publication on best practices in
caring for LGBTQ patients at the EOL emphasizes 2 especially pertinent points: (1) “that
reconciliation with families of origin may or may not be welcomed or needed and should
be discussed and pursued as per patients’ wishes” and (2) “that it is a patient’s legal
right to include family of choice” in surrogate decision making or in the EOL process
more generally.®

Given contemporary practice guidelines, determining iatrogenic harm must depend on
whether a patient’s wishes for familial involvement are honored. Consideration of
iatrogenic harm to a patient’s family is secondary to consideration of iatrogenic harm to
a patient. If a patient does not want their biological family to be part of their dying
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process, the family’s absence is not a source of iatrogenic harm to the patient. But
exclusion of chosen family from the patient’s dying process against the patient’s wishes
should be considered negligent iatrogenic harm because it disregards the patient’s EOL
wishes.

Centering Patients’ Perspectives

Distinguishing iatrogenesis from negligent iatrogenesis demands that we understand
what could be done to prevent the harm and whether this action could be expected of
physicians within a clinical setting. By employing affirming communication that focuses
on eliciting the patient’s own values, perspectives, and wishes for their care and by
attending to the unique psychosocial challenges and opportunities involved in caring for
LGBTQ patients at the EOL, physicians can ensure compassionate, values-concordant
care, thereby mitigating risk of negligent iatrogenic harm. Although it is unlikely that
medical practice can entirely prevent iatrogenesis, it is through the continued
commitment to learn, adapt, and take responsibility for understanding the multifaceted
identities and values of patients that we can prevent negligent iatrogenic injury to
patients and their loved ones during their most vulnerable periods of life.
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Underrecognition of Dysmenorrhea Is an latrogenic Harm
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Abstract

Many patients face years of recurrent and debilitating menstrual pain
that affects their ability to work and study. Patients often normalize their
severe pain as an expected part of menses. Both underrecognition and
lack of awareness of available therapies for this remediable condition
serve as a quintessential example of hermeneutic injustice. Hermeneutic
injustice describes a structural lack of access to epistemic resources,
such as shared concepts and knowledge. Pervasive menstrual stigma
further discourages people with dysmenorrhea from discussing their
symptoms and seeking health care. A lack of respect for women'’s
experiences of pain in clinical encounters acts to worsen these issues
and should be considered a source of iatrogenic harm. Health care
workers can promote hermeneutic justice by preemptively destigmatizing
discussions about menstruation and validating patients’ concerns. On a
systemic level, there should be greater awareness of dysmenorrhea and
the various treatments available for it.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

While taking a contraceptive history in clinic, Dr G’s 55-year-old patient, JJ, remarks, “I
wish | could have had an IUD when | menstruated.” Dr G then uncovers a long history of
JJ’s painful menses with severe nausea, crippling cramps, and occasional fainting. JJ
regularly missed at least a day of school or work each month.

“Did you see a physician when you had pain?” asks Dr G.

“No,” said JJ. “Women didn’t see physicians for that. | thought every woman had pain
like me.”

Commentary

Countless people who menstruate have spent many days of their lives curled in bed
unable to partake in their normal activities while they unnecessarily suffer from a
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condition that is often easily treatable. Exercise, acupoint stimulation (acupressure or
acupuncture), relaxation techniques, heating pads, and ginger supplements have been
shown to be effective.! In addition to nonpharmacological remedies, effective
management options can include nonsteroidal anti-inflammatory drugs or hormonal
treatments, such as oral contraceptive pills, patches, vaginal rings or hormone-releasing
intrauterine devices.12 How many people who menstruate even know enough to
recognize the abnormality of their condition? Or how many know that their physicians do
have a medical term for it—primary dysmenorrhea?

Hermeneutics in Health Care

JJ is obviously aware of her own suffering, but, like all patients, she is faced with the
difficult task of interpreting her experiences to assess whether her symptoms constitute
a condition for which she may be able to receive medical treatment. Physicians,
additionally, are tasked with determining the boundaries between normalcy and
pathology. They must also classify a given patient’s experience, then decide when and
how to offer treatment.

Given the subtlety and complexity of experiences of illness and of describing it when
seeking care, medicine has been characterized as a fundamentally hermeneutic, or
interpretive, enterprise.3 A term taken from philosophy and literary analysis,
hermeneutics examines the process of interpretation and assigning meaning during
communication. In the context of medicine, hermeneutics refers to the process of
interpreting the “text” of the patient’s experiences and presentation.3 In order to engage
in this process of interpretation, patients and clinicians alike must rely on the use of
hermeneutic resources—shared meanings and concepts that are collectively
determined.

The concept of hermeneutic injustice describes the ways in which systemic factors
influence the content of hermeneutic resources, as well as who has access to them.4
Hermeneutic injustice robs individuals of the ability to put words to and understand their
experiences.> How can one seek care for a condition that is not socially recognized and
for which there is no accessible vocabulary to describe it? How can people communicate
their concerns when they lack and are even denied the necessary language to
characterize them as abnormal to begin with?

In the rest of this article, we explore the underrecognition of dysmenorrhea as a
hermeneutic injustice in health care. We focus on the ways in which epistemic injustice
broadly, and hermeneutic injustice specifically, manifest in the health care context. We
demonstrate the particular salience of this issue in the context of dysmenorrhea and
seek to highlight the harms done to people who menstruate by the current status quo.
Finally, we explore ways in which clinicians, educators, and the health system at large
can act to counter this injustice and ensure effective and timely access to care for
people with dysmenorrhea.

Epistemic Injustice

As conceptualized by philosopher Miranda Fricker, epistemic injustice refers to the
structural and systematic exclusion of people from systems of knowing.4 There are 2
types of epistemic injustice: testimonial injustice and hermeneutic injustice. In the
former, the testimonial claims of certain individuals are undervalued or dismissed due
to their membership in a particular group. Examples of testimonial injustice include a
corporate company board being consistently more willing to implement ideas suggested
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by male executives than by female ones, regardless of the topic at hand, or a physician
dismissing the pain of Black patients. In these examples, testimonial injustice could
impede the career advancement of women in the corporate field and lead to additional
suffering of Black patients, respectively.

Hermeneutic injustice, on the other hand, refers to a structural lack of access to
epistemic resources (such as shared concepts and meanings) necessary to interpret
one’s own experience of the world. Fricker’s quintessential example of hermeneutic
injustice is sexual harassment. While women have long experienced unwanted sexual
advances and inappropriate comments from colleagues, the lack of the concept of
sexual harassment impeded collective recognition of this phenomenon. This deficit left
many unable to effectively understand or explain their discomfort and to describe the
harms done to them.4 The development of the relevant terminology allowed women to
recognize their experiences as common and as part of a broader problem, enabling both
personal understanding and collective action. While both testimonial and hermeneutic
injustice are prominent in the context of women’s health, we will focus upon the latter in
what follows.

Hermeneutic Injustice

Health care is an environment that is particularly primed for hermeneutic injustice in
that it tends to rely on complex and arcane jargon that is not readily and easily
accessible to those outside of the medical hierarchy.¢ Medicine’s task of defining the
boundaries of pathological and nonpathological traits and experiences is both
descriptive and normative in nature. Its power over language, however, extends beyond
the walls of the clinic and to the hermeneutic or interpretive resources drawn upon to
understand health in any context.# This hermeneutic power is reinforced through the
epistemic privilege of physicians, which results from their expertise and knowledge. This
hermeneutic power also arises from physicians’ social prominence and their control over
access to health care resources. Given medicine’s hermeneutic power, a patient’s
experiences must be interpreted as “valid” by the physician and warranting of a
diagnostic label to justify access to treatment resources.

The ways in which this power is used are influenced by historical and ongoing inequities
that the structure of medicine embeds. While women made up nearly half of residents
and fellows in programs accredited by the Accreditation Council for Graduate Medical
Education in 2019,7 it is undeniable that misogyny features in the long legacy of
women’s exclusion from medicine at large, which manifests in the underrepresentation
of women in senior roles.8 Gender inequities are particularly salient in the context of
women’s health. Medical research often fails to take hormonal cycles into account, and
women continue to be underrepresented in clinical trials.9.10.11 |n addition, physicians
are less likely to be comfortable taking sexual histories and performing genital
examinations on patients of the opposite sex.12 Transgender patients, including
transmasculine individuals who menstruate, are more likely to face stigma, disrespect,
and mistreatment and consequently to avoid accessing care.13 Furthermore, there is
evidence that women'’s testimonials regarding their pain tend to be discounted, with
male physicians less likely to prescribe pain medication to female patients.14 When
members of a community are systematically excluded from accessing or avoid seeking
care, they and their community are effectively barred from accessing a collective
hermeneutic resource through the health care system, which contributes to ongoing
inequities. In this way, hermeneutic injustice may be recognized as a form of iatrogenic
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harm with downstream clinical consequences far beyond the boundaries of the
individual clinical encounter.

Dysmenorrhea and Hermeneutic Injustice

Unrecognized dysmenorrhea provides a clear example of hermeneutic injustice in the
medical context. A systematic review and meta-analysis of 37 studies across different
countries showed that 71.1% of 20 813 young women suffered from dysmenorrhea.15
Further analysis of smaller subsets of studies found that 20.1% of 11 226 women
reported absences from school due to dysmenorrhea symptoms, and 40.9% of 5126
women suffered worse concentration.1® For adolescent girls, rates of dysmenorrhea may
be as high as 90%, with 15% to 20% reporting it as severe or distressing.16 The impacts
of dysmenorrhea are far from minor. A Dutch survey of 32 748 women found that 13.8%
reported absence from work due to their symptoms, and 80.7% reported presenteeism
with decreased productivity.1” Those who went to work despite their menstrual pain lost
an average of 8.9 total days of productivity per year.17

Despite dysmenorrhea’s prevalence, hermeneutic resources are sorely lacking. There is
no standardized methodology for assessing dysmenorrhea’s severity in both clinical
practice and research, despite the fact that effective and affordable treatments exist.18
Moreover, there is a lack of recognition of the topic’s importance, as an article published
in 2011 reported that only 0.1% of pain articles dealt with this topic and only 0.5% of
pain research funding went towards dysmenorrhea research.16 Further hampering
patients’ ability to describe painful menstrual symptoms is the lack of accessible and
consistent terminology to describe pathological dysmenorrhea. Fricker showed how the
naming of sexual harassment provided women with a common terminology, enabling
them to view their experiences not as unique but as part of a broader problem.4
However, there is currently no term for severe dysmenorrhea that is used in everyday
language.

Rather than drawing further attention to the topic, the great prevalence of
dysmenorrhea contributes to its dismissal as invariably normal by both patients and
clinicians. Many people who menstruate view menstrual pain as an expected part of
menses and do not seek out medical care for symptom relief even if it impairs
function.18 Research, mainly surveys and interviews, has demonstrated that women are
hesitant to consult with physicians regarding menstrual issues, either because they are
uncertain about whether their symptoms are normal or because they consider the issue
unimportant even if it is recognized.1920 |[n addition to being unable to appropriately
characterize their experiences as pathological, many people with dysmenorrhea are
unaware of treatment options, defaulting to the belief that dysmenorrhea is ultimately
untreatable.21

Promoting Justice

Hermeneutic injustice is manifest when a collective epistemic resource belonging to one
group is withheld from another group.22 Here, people who menstruate have inequitable
access to medical concepts and terms to describe their experience of dysmenorrhea
and to the knowledge to characterize it as both pathological and treatable. As the
powerful possessors of medical knowledge, physicians have a duty to share this
knowledge with the epistemically excluded groups of patients.

To rectify hermeneutic injustice, it is crucial to highlight and reinforce the power and
agency of members of a marginalized population. The very act of diagnosis provides
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patients with terminology to describe their own experiences and share them in a social
context. For example, if JJ had recognized the abnormality of her symptoms, she would
have sought care from a physician who would have diagnosed and treated her for
severe primary dysmenorrhea. Consequently, she would have been empowered with the
knowledge of and vocabulary to describe her condition and treatment and been able to
share this information with her friends and relatives who might also have been suffering
silently. In doing so, she would have expanded access to hermeneutic resources within
her previously excluded group.

In order for any endeavors promoting epistemic justice to succeed, patients need to be
provided with the concepts and knowledge to understand and communicate their
experiences (hermeneutic justice), and health care practitioners need to believe the
experiences of people who menstruate as interpreted by them (testimonial justice). In
the case, epistemic justice is predicated on JJ’s health care practitioner believing her
symptoms (testimonial justice) and JJ feeling empowered to engage in destigmatized
menstrual discussions within her social group. Both historically and to a lesser degree
presently, a “menstrual etiquette” exists whereby women do not openly discuss their
menstrual periods among each other or in popular culture due to a sense of shame and
tabo00.23 By not discussing their symptoms, many people with severe dysmenorrhea are
robbed of the hermeneutic tools to recognize their pain as abnormal.

As outlined below, there are a wide range of strategies that can be employed by health
care practitioners to promote hermeneutic justice in the context of painful menstrual
bleeding.

Recognize. Many patients who have delayed seeking treatment reported that they would
have volunteered their painful symptoms earlier if their health care practitioner had
probed them on a prior visit and asked about their menstrual cycles.1® Patient
reluctance to report distressing menstrual symptoms can be overcome by clinicians
proactively inquiring about them.19 During primary care visits, women are sometimes
asked about their last menstrual period and the regularity of their periods. Adding, “Are
your periods painful?” can create an opening for recognizing and treating dysmenorrhea.
Within this context, safe, gender-affirming care should be provided to all.

Validate. Some people who menstruate worry that they will be perceived as being
“whiny” if they report their symptoms and that their physician will dismiss their
concerns.19 Clinicians should validate patients by informing them that their distressing
symptoms are indeed an underrecognized medical problem for which treatments are
available. Validating patients’ pain is paramount both in this context and in general
practice.

Assess. It is important to assess symptom severity in order to determine if more
intensive interventions are indicated, to monitor for symptomatic improvement over
time, and to evaluate treatment response. In addition to taking a general pain history on
onset, location, quality, and other essential pain characteristics, clinicians should
include follow-up questions to assess pain and its severity?4: Does the pain make it
difficult for you to attend work or school? Does the pain make it difficult for you to
concentrate on tasks? On a scale of 1 to 10, with 10 being the worst pain of your life,
how painful are your periods?

744 journalofethics.org



Inform. Many patients state that had they known that hormonal contraceptives could be
used for dysmenorrhea or that there existed other treatments, they would have sought
care.2! Informing patients of available nonpharmacological and pharmacological options
can not only benefit the patient directly but also hermeneutically empower patients to
share their experiences and encourage others to seek out care. Patient education can
be an effective tool in caring for adolescents, in particular, who have some of the
highest rates of dysmenorrhea and may rely on peer-to-peer knowledge sharing.16

Advocate. Beyond the clinic sphere, it is important to advocate for greater awareness of
severe dysmenorrhea and treatments available. This goal can be achieved by raising
awareness through public health campaigns, especially within schools to better target
adolescents. Introductory health classes on menstruation should include dysmenorrhea,
examples of severe symptoms, different treatments available, and the importance of
seeking medical care. Furthermore, efforts should be made to develop a common
terminology for severe symptoms, either by bringing the term severe dysmenorrhea into
the public lexicon or developing a more accessible alternative phrase. An adolescent
who is hermeneutically empowered to recognize and manage dysmenorrhea is less
likely to suffer later in life.

Conclusion

In cases of hermeneutic injustice, marginalized groups are denied equitable access to
collective hermeneutic resources to interpret their experiences. The underrecognition
and undertreatment of dysmenorrhea provide a prototypical example of such injustice in
the medical context. Systemic inequities both within and beyond the health care context
have contributed to an unjust normalization of severe dysmenorrhea. As a result,
millions of people who menstruate suffer from substantial, even disabling, pain that they
are unable to correctly attribute to a pathological condition that is remediable with
appropriate medical care. In this way, hermeneutic injustice can be seen as an
important source of ongoing iatrogenic harm. Recognition of this phenomenon would
enable individual and systemic responses on the part of clinicians and health systems to
promote hermeneutic justice within and beyond the clinical context.
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Health Centers?

Zoe Tao, MD and Sara Scarlet, MD, MPH

Abstract

Discussing errors and quality improvement is a tradition in academic
health centers, particularly in morbidity and mortality conferences
embedded in surgical training and during teaching rounds. Little, if any,
attention is typically given to iatrogenic harms from structural racism,
however. This article canvasses ways in which training programs
recognize and address health care-generated harm from inequity and
identifies areas for improvement.

Cultural Dexterity

Over the last decade, the #BlackLivesMatter movement has brought wider
acknowledgement of both the deleterious effects of racism on the lives of Black
Americans and pervasive structural racism in nearly every aspect of American life.% In
response to this increased impetus for social awareness, many have committed to
combating racism, including those in health care. Academic medical centers have made
noticeable efforts to mitigate the impact of racism on their patients’ clinical outcomes
through education. Such efforts have ranged from curricula designed to expose implicit
biases to integration of “cultural dexterity skills” into clinical competency tracking.23
These efforts are in their infancy; although some studies have shown that implicit bias is
related to patient outcomes,# support for specific interventions, such as implicit bias
training, is scant. While curricula designed to address racism in health care are relatively
new, a long-standing “hidden curriculum” that perpetuates inequalities has been
described and targeted as an area of improvement.56 Given these obstacles, it is not
surprising that little attention is given to how academic medical centers troubleshoot
and discuss iatrogenic harm resulting from structural harm, including racism. In this
paper, we discuss initiatives and potential areas of improvement for recognizing and
addressing health care-generated inequity, particularly in physician training programs.

Health Equity in Academic Health Centers

Bias training. Academic health centers as a whole have inconsistently played a role in
health equity initiatives.” However, in recent years, many health care providers have
issued statements acknowledging the patient harms that result from health inequity.8 As
a result, academic centers are experiencing pressure to reckon with how they might
cause or exacerbate such inequities. Here, we aim to describe current strategies by
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which academic health centers identify and discuss iatrogenic harm and inequity. It is
unclear which strategies, if any, are associated with improving patient outcomes.4

Morbidity and mortality conferences. Discussion of medical error is a tradition in clinical
education.” For both surgical and medical trainees, the Morbidity and Mortality (M&M)
conference has been a mainstay of conversations concerning adverse patient outcomes
and patient safety and quality improvement initiatives.® Although there are diverse
formats, a common strategy is for trainees to present patient complications to an
audience that asks questions regarding decision making and management.10 In the
authors’ experience in the field of surgery, M&M conferences tend to address a specific
clinical detail in a way that is divorced from the patient who is experiencing the injury or
illness. Complications are attributed to causes such as the natural history of a disease,
technical error, or error in judgment. Far less often do these conversations address how
a patient’s outcome may be affected by their identity and the system as a whole.

Some have recognized the potential for utilizing the M&M platform for health equity
initiatives. Harris et al’s Cultural Complications Curriculum was developed in the context
of academic surgical training.11 This curriculum discusses cultural complications
experienced by patients, or harm engendered by racism, sexism, and homophobia. The
curriculum has gained traction within a wide range of academic training programs.
Benefits cited in integrating such discussions on inequity into M&M conferences include
their structured, longitudinal format and the requirement for the entire department to
attend, which distributes the onus of pursuing health equity among both faculty and
trainees.11.12

Rounds. Another strategy for discussing iatrogenic harm and inequity in health care is
Capers et al’'s “bias and racism rounds,” teaching sessions that facilitate documentation
and critical review of patient-clinician interactions in a format akin to teaching clinical
medicine.12 This format differs from M&M in its smaller scale and multidisciplinary
nature; participants include a team of nurses, social workers, medical trainees, and
faculty physicians caring for patients within a clinical unit. Similar to Harris’s curriculum,
this platform troubleshoots circumstances in which racism adversely affects patient
outcomes by facilitating discussion of individual real-life patient cases that are flagged
for discussion. An outcome of interest is the “elimination of discretion,” a bias mitigation
strategy in which limits are placed on the freedom of clinical decision makers. Important
decisions for the patient are made by a group of people that “check” one another’s
clinical judgment. This strategy ensures that multiple team members are asking
questions about whether bias was present or caused harm in a given patient scenario.
For example, the authors describe the case of an elderly Hispanic patient whose
recurrence of chronic myeloid leukemia was assumed to stem from medication
nonadherence; as a result, he did not receive appropriate work-up for medical causes of
chemotherapy-refractory cancer.12 In discussion of this case, rotating trainees and
professionals exercise bias mitigation strategies in real time by asking themselves and
one another how racism or other forms of bias affected the patient’s outcome.
Advantages of this model include its convenience in providing regular anti-bias training
in a clinical curriculum and its improvement of care delivery for patients of clinicians
who undergo the training.

Pitfalls in Health Equity Education

Based on examples we identified of existing curricula that discuss iatrogenic harm and
health equity, we make the following observations. First, documented interventions with
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measured outcomes are few and far between. Among the educational strategies we
found, there was minimal solicitation of patient perspectives to troubleshoot inequity
and iatrogenic harm. Understanding inequity in clinical encounters is incomplete without
this perspective. At the same time, care must be taken to avoid placing the onus of
solving inequity on those who are most affected by it. For example, many strategies,
such as recruitment and mentorship of trainees, rely heavily on the labor and
involvement of physicians of color, particularly Black physicians.13 We must also take
care to incorporate into our work the experiences of patients in communities most
affected by racial inequity—this involvement presents a unique burden that unaffected
or lesser affected counterparts do not shoulder. While inclusion is challenging, an ideal
strategy would balance the perspectives of clinicians, patients, and communities.

Second, overturning racist practices remains challenging even when they are
acknowledged and identified. For example, the use of race-based calculators in routine
clinical practice and teaching has led to sustained and widespread appeals from
students, residents, and faculty at multiple institutions across the country to abandon
such tools.14:15 The resistance encountered as part of these efforts suggests that there
are significant barriers to promoting health equity in medical education. A qualitative
study piloting antiracist curricula at one medical school found that students believed
bias training to be hypocritical and ineffective in the absence of corresponding faculty
and institutional actions, which have more weight in effecting changes in clinical
practice.1® Distributing responsibility for health equity across all levels of the clinical
hierarchy remains challenging even in formats such as the Cultural Complications
Curriculum, which intentionally engages all members of the academic hierarchy.11 While
the curriculum is centered on inequity, the presence of high-ranking faculty may
intimidate younger members from participating and subsequently critiquing iatrogenic
harm.

Conclusions and Recommendations

Multiple formats exist for troubleshooting iatrogenic harm. In our view, discussing racism
and structural harm as a form of medicine-generated inequity is essential for medical
education. Achieving justice within the health care system demands a sustained effort
that takes into consideration diverse perspectives and requires introspection at all
levels. Given academic medicine’s newfound interest in incorporating health equity in
mainstream programming, new ideas and means of discussing iatrogenic harm will likely
continue to emerge in the near future. Structural racism is being challenged in a
multitude of settings,16 and we will continue to monitor academic health centers’ various
responses to and roles in these movements. An ideal strategy for mitigating iatrogenic
harm due to racial bias and structural racism would (1) incorporate perspectives of
clinicians and patients, (2) aim for tangible changes in individual and institutional roles
in perpetuating inequity, (3) develop evidence-based interventions for monitoring the
progress of such changes, and (4) allow for safe and open discussions of iatrogenic
harm as a structural entity that changes patient outcomes.
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Abstract

Transgender people commonly experience discrimination from clinicians,
which directly contributes to worse mental and physical health outcomes
among this population. This article describes mechanisms by which
stigma perpetuates health inequity among transgender patients and
highlights its unique effects on transgender patients of color. The article
concludes with recommendations to cisgender clinicians on how to help
prevent stigmatizing interactions with transgender patients.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Introduction

People who are transgender experience discrimination in every aspect of their lives,
including health care settings. Perceived discrimination by clinicians contributes to
health care avoidance, increased substance use, poor general health, and poor mental
health among transgender individuals.2.23 Moreover, transgender people of color (TPOC)
experience even higher rates of gender-based discrimination by clinicians and have
worse health outcomes than their White counterparts.456 In this article, we describe
mechanisms through which clinicians and health care systems perpetuate
stigmatization of transgender patients. We also describe how compounded cissexist and
racial discrimination shapes unique health inequities experienced by TPOC. Finally, we
offer recommendations that cisgender clinicians can enact to prevent stigmatization of
transgender patients.

Antitransgender Stigma

Stigmatization is a social process whereby human differences are identified, labeled,
and linked to negative stereotypes, resulting in the social devaluation of labeled
groups.’”:8 People who are labeled experience a loss of status, which adversely affects
their capacity for upward social mobility, their overall life chances, and their health.® One
widely accepted framework of stigma conceptualizes it as occurring at 3 different levels:
structural, interpersonal, and individual.®10
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Structural stigma refers to the systematic devaluation of people through institutional
policies and cultural norms that limit access to important social resources. Interpersonal
stigma refers to discriminatory actions carried out against a person due to the
perpetrator’'s conscious or subconscious negative views about a labeled group. Finally,
individual stigma refers to the negative beliefs individuals have about themselves due to
the internalization of structural and interpersonal stigma.1° From a sociocultural
perspective, stigma is believed to encourage conformity to social norms by punishing
those who display attributes associated with labeled groups.”

Antitransgender stigma at every level is generated by institutional and cultural
cissexism—an ideology that holds that cisgender people and their experiences are more
natural and legitimate than those of transgender people.911 At a societal level, structural
and interpersonal stigma render transgender people targets of discrimination,
harassment, violence, and mistreatment in every aspect of their lives.® The 2015 US
Transgender Survey found that, as a whole, transgender people face alarmingly high
lifetime rates of verbal harassment (46%), physical assault (9%), workplace
discrimination (30%), mistreatment in primary and secondary education (77%), and
mistreatment in undergraduate education (24%), as well as homelessness within the
past year (12%) because of their gender identity.12

In health care settings, interpersonal stigma against transgender people is common. In
fact, participants in the 2005-2006 Virginia Transgender Health Initiative Study reported
experiencing health care discrimination more commonly than employment
discrimination or housing discrimination.13 One-third of respondents of the 2015 US
Transgender Survey who had seen a health care practitioner in the preceding year
reported at least one negative health care-associated experience related to being
transgender.12 Overt acts of discrimination by clinicians include refusal of services
because of gender identity, abusive language, physically aggressive treatment, and
attempts to stop patients from transitioning gender.14.15 More insidious displays of
interpersonal stigma include misgendering and deadnaming patients. Misgendering is
the repeated use of gender pronouns inconsistent with a person’s current gender
identity (eg, using “he” or “him” when referring to a transgender woman), while
deadnaming is the use of a patient’s legal or former name rather than their chosen
name.16.17.18 Clinicians also stigmatize transgender patients by asking them intrusive
qguestions about their private lives out of personal curiosity, such as inquiring about their
genitals, their sexual partners, or their sexual activity during encounters in which that
information is not medically relevant.16.19

Structural stigma against transgender persons within the health care system is also
pervasive. One prominent example is pathologization of transgender experiences in
reference works such as the Diagnostic and Statistical Manual of Mental Disorders.20
For example, gender dysphoria is a miscodification that pathologizes normal gender
variance and contributes to delegitimization of transgender individuals’ experiences by
characterizing transgender persons as mentally disordered.20.21 Moreover, that
transgender people seeking to obtain medical interventions, such as hormone
replacement therapy or gender-affirming surgery, are routinely made to undergo
psychological evaluation before receiving treatment implies that transgender individuals
are not competent enough to make these kinds of medical decisions on their own.22
Electronic health records that do not allow for accurate documentation of gender
identity, gender pronouns, or chosen names also promote erasure of transgender
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identities and can lead to stigmatizing experiences, such as misgendering or
deadnaming.23

Minority Stress Among Transgender People

The minority stress model developed by llan Meyer provides a framework for
conceptualizing how stigma, prejudice, and discrimination create hostile social
situations that result in higher prevalence of mental health disorders among sexual and
gender minorities.24 The 3 steps of this model proceed as follows: (1) hostile
interpersonal interactions resulting from an individual’s transgender identity create overt
stress and/or physical harm; (2) the individual then learns to anticipate and watch for
situations that may lead to repeated instances of stress or harm; and, eventually, (3) the
individual internalizes the negative prejudices and stereotypes held by society, leading
to increased psychopathology.25 In other words, experiencing enacted stigma produces
anticipated stigma, and both ultimately contribute to the worsening of individual stigma.

Transgender individuals who experience stigmatizing events in health care settings are
more likely to delay or forgo future care out of fear of discrimination.1.2.1325,26,27,28
Avoiding health care secondary to anticipated discrimination from clinicians is
associated with mental health pathology, including depression, suicidal ideation, and
suicide attempts.25.29.30 Additionally, some transgender people engage in the use of
recreational substances such as alcohol, cigarettes, vaping, and marijuana to cope with
emotional consequences of discrimination, including health care
discrimination.3.25:31.32.33 New research is beginning to reveal the ways in which minority
stress among transgender individuals contributes to physical disease through immune
dysregulation, chronic inflammation, and elevated cortisol levels.34.35.36

Minority Stress Among TPOC

TPOC experience compounded forms of minority stress due to the overlapping effects of
cissexism and racism, and they are more likely to face barriers to health care access
and to experience worse health outcomes than their cisgender peers of the same
race.>637 Among transgender individuals, those who hold the additional marginalized
identity of being a person of color are at increased risk of experiencing overt health care
discrimination because of their gender identity. Notably, they are more likely than White
transgender people to be discriminated against by physicians in hospitals (26.1% vs
18.5%) and emergency rooms (16.8% vs 10.1%) and by paramedics in ambulances
(8.6% vs 3.0%).4 TPOC are also more likely than White transgender individuals to
experience discrimination when accessing social services such as mental health clinics
(14.1% vs 9.1%), drug treatment centers (5.6% vs 1.9%), domestic violence shelters
(9.6% vs 4.1%), and rape crisis centers (7.3% vs 3.9%).38

In interpersonal interactions with clinicians, TPOC are more likely than their White
counterparts to experience refusal of physical touch (18.4% vs 14.7%), to be denied
medical care (28.7% vs 26.4%), to be subjected to harsh language (25.9% vs 19.7%),
and to experience physically rough or abusive treatment (9.6% vs 7.3%).15
Consequently, TPOC experience a greater anticipated fear of health care discrimination.?
Ultimately, TPOC are more likely than their White counterparts to have concerns that
their gender identity will be a significant barrier to obtaining medical care (53.5% vs
51.8%).15
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Recommendations

Clinicians have a responsibility to recognize the ways in which they directly contribute to
the perpetuation of health disparities among transgender patients. Although action at a
social and structural level will be necessary to bring about the greatest amount of
change in care delivery and overall health for this patient population, clinicians can act
at an individual level to prevent the stigmatization of transgender patients. To this end,
we present several recommendations that cisgender clinicians can implement.

Signal an inclusive clinical environment. Help ease patients’ fear of health care
discrimination by openly communicating a commitment to gender-affirming care.
Prominently display your clinic’s nondiscriminatory policy indicating protection against
discrimination based on gender identity. Use visual cues, such as rainbow-colored “safe
space” signage on your office door, website, or work badge. Additionally, consider
submitting your contact information to online directories of trans-affirming health
professionals, such as Trans in the South or GLMA'’s online provider directory.39:40

Employ gender sensitivity in communication. Recognize that language can intentionally
and unintentionally lead to marginalization and stigmatization of transgender
individuals.41 Train staff members to avoid using gender-specific language until they
know the patient’s name and pronouns.2 Use affirming questions on intake paperwork,
such as “What is your gender identity?” “What was your designated sex at birth?” “How
do you self-identify by name and pronouns?”4243.44 Respect patients by using names
and pronouns with which they identify. If you use incorrect gender pronouns, offer a brief
but sincere apology and correct the mistake.1? In addition to preferred name and
pronouns, ask patients which words they prefer to use for their body or employ
ungendered and neutral language, such as “external genitals” rather than “male
genitals” or “penis.”45 Familiarize yourself with gender inclusive terminology by
referencing a glossary of transgender terms.11.46.47.48 Ayoid asking patients intrusive
guestions regarding genitals, sexual partners, or sexual activity. Finally, unless medically
necessary, refrain from performing a genital exam, as such exams can cause significant
anxiety and distress for many transgender people.

Consider multiple marginalized experiences. TPOC experience unique forms of
discrimination and have worse health care access and health outcomes than their White
transgender and cisgender counterparts.1456.32 When caring for transgender patients
with multiple marginalized identities, recognize that unless you share the same set of
marginalized identities, you lack a full understanding of their circumstances and
experiences.4® Contemplate how your personal biases and lack of shared life
experiences may shape your clinical decision making to the patient’s detriment.
Acknowledge the power differential inherent in the patient-physician relationship and
relinquish some of that power by engaging the patient in shared decision making that
takes their unique circumstances into account, allowing them to lead the way.4°

Engage with the transgender community. Although clinical knowledge regarding
biomedical aspects of transgender care is important and necessary, it is equally
important to seek out opportunities that increase your exposure to gender minority
patients.14 One way to do so is by enrolling in a cultural competency training session at a
local lesbian, gay, bisexual, transgender (LGBT) resource center or through an online
platform such as the National LGBTQIA+ Health Education Center.50 Collaborating with
these groups in respectful and supportive ways fosters trust and helps to destigmatize
transgender people.5t Although less interactive, media—such as documentaries, books,
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news articles, or scholarly literature that feature transgender narratives—are also easily
accessible resources for familiarizing yourself with the experiences of gender
minorities.52

Avoid pathologizing and gatekeeping. Recognize that, according to the World
Professional Association for Transgender Health’s Standards of Care, a diagnosis of
gender dysphoria is not required for adult patients to access transition-related
interventions.2047 Become familiar with the difference between using gender dysphoria
as a diagnostic label and to enable access to gender-affirming care, and only use it
when genuinely necessary in order to avoid pathologizing transgender patients.20
Implement an informed consent model for hormone therapy initiation instead of
requiring adult patients to obtain a psychological evaluation before beginning
treatment.22.53

Although these steps alone will not lead to large-scale changes, they can mitigate some
of the most common structural barriers that prevent many transgender patients from
accessing gender-affirming care. In addition, consider how you can promote broader
structural change by wielding the influence you have in positions of power—such as your
seat on a medical board, your academic rank, or your connections to policymakers—to
amplify the voices of transgender people. Clinicians in any capacity should feel
empowered to promote equity for transgender individuals through advocacy in—and that
extends beyond—their communities and their institutions.5t

Conclusion

There is a wealth of evidence demonstrating that clinicians perpetuate the
stigmatization of transgender patients, leading to poor health outcomes in this
vulnerable population. TPOC are disproportionately affected by health care
discrimination and inequity. Large-scale organizational changes that reject structural
cissexism and racism, in conjunction with public health initiatives and policy changes,
will be necessary to bring about the greatest degree of change for this population.
Cisgender clinicians can act on a personal level and on a broader scale to prevent the
stigmatization of transgender patients in health care settings.
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Abstract

While clinicians, ethicists, and policymakers are increasingly aware that
race, ethnicity, sexuality, gender, and class biases interfere with care
provision, disability is not always considered as a confounding factor.
This article explores the way embodiment affects personal and
professional values. When patients who live with bodies others might not
fully comprehend or embrace refuse—or challenge—clinical interventions,
they offer real opportunities for clinicians to grasp the central role that
embodied experience plays in how patients make health decisions and
thereby avoid harming patients or undermining their relationships with
patients.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Disabled lives are as valid as nondisabled lives, but they are not the same.
Andrew Solomon?

Creating space is difficult. The world does its best to resist.
Jan Grue?

Clinical Gaze

Diagnostic and treatment paradigms in medicine have historically presumed a standard
human body: one that is White and male.34 While clinicians, ethicists, and policymakers
have become increasingly aware that race, ethnicity, sexuality, gender, and class biases
can interfere with care provision, disability has not always been considered as a
confounding factor in health care. Here, we argue that differences in perceptions of
embodiment—specifically, the gap between how persons with disabilities are seen by an
ableist society (and by medicine) and the way in which disability is experienced as a
component (but not a singular defining element) of a lived life—can result in dissonance
in the patient-physician relationship. Furthermore, medical science and technology often
buttress social beliefs that pathologize bodies that perform outside the typical range. As
such, patients living in a disabling context can challenge medical treatment as a
rejection of the many narratives that both society and medicine construct about their
apparently “incapacitated” lives. We believe that patients with disabilities offer real
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opportunities for able-bodied health care professionals and ethicists to grasp the central
role that embodied experience plays in making reasoned health care decisions.
Disability confronts cultural norms about physical, psychological, and cognitive human
experience and, in doing so, poignantly highlights the fact that all of our autonomies are
mediated by imperfect bodies interacting with the world.

Embodiment

A principlist approach to bioethics suggests the value of principles of nonmaleficence
and beneficence alongside justice and respect for patient autonomy.5é Within this
framework, autonomy speaks to the Kantian right or condition of a person to rational
self-governance—that is, to the right of the individual to freely choose for and by
themselves.” In bioethics, autonomy requires health care professionals to respect
patient choice (as long as the patient is competent) and imparts a duty to provide
sufficient information, as well as the physical and temporal space, for the patient to
make an informed, uncoerced decision.

It is critical, however, to note that principlism is not neutral, but rather reflects intrinsic
biases held by medicine and medical practitioners. In The Birth of the Clinic, Michel
Foucault draws attention to the objectification of the human body through the rise of the
postmortem and the reification of both the body and disease in the dissected corpse
beginning in the late 18th century.8 Peter Conrad further argues that Foucault's
conception of the clinical, objectifying gaze has become a form of medicalization in
which a human condition or state becomes defined as a problem and requires medical
intervention.® As critically, Foucault argues that society internalizes this medical gaze,
accepting it as the objective articulation of the embodied self in modernity.8 Foucault’s
point is that even as the medical sciences emerged within a social and political
environment that espoused liberty and equality, clinical knowledge used an objectifying
gaze that sought authority over the patient’s body and over illness. Clinical assessment
and treatment were rooted in a clinical gaze that assumed a normative body and sought
to coerce patients to see themselves as ill, thereby (hopefully) creating the opportunity
for treatment and cure. The power of medicine is thus embedded in the objectification of
the patient body by the medical professional and by medical knowledge,8 a process that
intrinsically harbors the assumptions and biases of both.

What is left unsaid is that the medical gaze—with its assumptions and biases—defines
what is hormative. Historically, diagnostic models have presumed a standard human
body. While race, ethnicity, sexuality, gender, and class have been identified as
complicating this assumption in medicine, less consideration has been given to
disability.10.1112 The classification of “dis-ease” presumes a norm from which the patient
deviates: when an individual lives a life with a chronic dis-ease, they always already
deviate from a clinical norm. The unconventional lived identity of an individual living with
a facial or limb deformity or a sensory impairment challenges and destabilizes the
health-disease binary within which medicine typically functions. As such, health
professionals may be limited in their work of fully encountering a patient living in a
disabling context, as this encounter is mediated and defined by the inherently reductive
nature of the medical gaze. Rosemarie Garland-Thomson summarizes this difficulty as
“[t]lhe medical-scientific aim to make us ‘better’ clumsily balances the conflict between
the charge of medicine to ‘do good’ and the caution to ‘do no harm.’”1

One of physicians’ duties within the patient-physician relationship is to delineate their
patients’ goals and preferences. Many patients identify a tension between their personal
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understanding and experience of their iliness and the medicalized articulation of their
disease. In other words, a distinction exists between patient and clinical narratives of
shared events. People with disabilities live full lives even though these lives may be
seen through an ableist lens as constrained and incomplete.13.14.15 For individuals with a
disability, the lacunae between the identity constructed for them by the medical gaze
(which Foucault argues simultaneously objectively sees and speaks what it observes)
and their self-conception can be substantial. The risks for patients with disabilities in
entering the patient-physician relationship are thus more pronounced and potentially
more impactful. A physician’s ability to withhold or insist upon a specific treatment,
remedy, or even disease classification (in the case of insurance) can utterly upset the
unique balance and approach with which a person with disability leads their life.

Disabled Embodiment

Evidence-based medicine, which relies on statistically significant findings from
aggregate data, can fail patients with disabilities. Characteristics or responses of people
with disabilities and chronic illnesses often lie outside “normalizing” averages. Their
bodies react and perform differently from the “norm.” Moreover, how they value their
bodies and the ways they perform and function—the manner, in other words, in which
they embody themselves—may be and often is substantially different from the way in
which the average person does. We live in an ableist world, in which able bodies are the
social and medical standard. Medicine’s scientific and technological feats depend on
data on human bodies—data that are aggregated and described by a statistically normal
distribution. This approach enables clinicians to recommend the most efficacious
treatment for the greatest number of people. However, this practice inevitably privileges
physical uniformity over variation—at the cost of those bodies that figuratively lie at the
ends of the distribution. This oversight means that individuals with disabilities (just like
members of other minority ethnicities and races) must remain circumspect about
medical guidance that often fails, culturally and statistically, to “see” them. Furthermore,
as Jan Grue, who has spinal muscular atrophy, adroitly points out, one person with an
amputation or arthritis experiences their disease trajectory in quite a different manner
than another person with the same “ailment.”2 Generalized disease descriptions are just
that—general—and do not capture the specificity of the adaptive and innovative life that
a person with disabilities lives.

This tendency to mask individual differences makes grappling with the lived experiences
of persons with disabilities critical. Grue writes of the weight of social perception of the
disabled body on the disabled individual: “To be stared at, gawked at, is to develop an
external sense of one’s self, a sense that is always premodulated to the expectations of
the surroundings. It is also to be situated in a narrative that has already been written,
and that is told by others.”2 This act of depersonalization is compounded by the medical
gaze. For example, consider the information provided to expectant couples when they
inquire about amniocentesis and prenatal genetic testing. Seldom, if ever, do these
materials include descriptions or testimonies of people who live with the disorder being
selected against. Prenatal testing claims to be objective, scientific, and technocratic,
presuming that all disabled lives are unwanted and that fulfilling disabled lives are
impossible.16 Some scholars and activists with disabilities see prenatal testing as
medicine’s attempt to erase disability or to stigmatize it.17 It is important to remember
that the presence of cytogenic testing does not eradicate disability—disability is an
inevitable aspect of the human condition and occurs throughout the range of life
expectancy. And, given medicine’s increasing ability to secure greater longevity for
people with cancers and chronic illnesses, it would seem that the profession and
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bioethics need to more consciously address how disability impacts and shapes people’s
lives. The Centers for Disease Control and Prevention estimated in 2020 that 26% of
American adults have a disability,18 making them a large, if not the largest, minority
seeking health care. Yet, when we listen to authors with disabilities, it's clear that ableist
tendencies permeate medical contacts and that patients with disabilities feel as though
their experiences and their self-expression and autonomy are overlooked.19:20,21,22
Everything—from the fact that clinic exam tables are largely inaccessible to the fact that
the clinical frailty scale23 does not account for a person who normally functions
“differently”—puts patients with disabilities in suboptimal positions in terms of
determining their care. In this context, it is not surprising that patients with disabilities
often challenge or refuse medical treatment.

The work of embodiment—the work of deciding who and what we are, of identifying what
is important to us, of determining our own goals and ends—is critical to the achievement
of autonomy. In his memoir, Grue describes the nightly battle in his family over the use
of leg braces when he was a child. The orthotics were supposed to prolong his walking,
but they caused such pain and discomfort that he seldom slept. He eventually
abandoned their use—their prescription was ill-conceived and destructive.2 Grue
identifies a dissonance between how the disabled subject is cast by the medical gaze
and how the actual individual with the disease or impairment constructs their own self:
“No pathological picture resembles another one perfectly. Diagnosis is not fate. But it's
easy to believe that it is. It's easier not to look too closely. What is this gaze, which is so
sharp and penetrating, but simultaneously dull and disinterested, that separates things
that should not be separated and at the same time mistakes one thing for something
very different?”2

Critical race theorists and activists and writers with disabilities have long known that
their embodied experience of the world is vastly different than that codified in textbooks,
social codes, and laws.24.25.26 Understanding the centrality of the interchange between
any person’s body, mind, and autonomous expression, on the one hand, and their
environment, on the other, is critical, particularly when physicians and patients negotiate
the terms of the care contract.

Conclusion

Clinicians and bioethicists need to address the ableism that is inherent in medicine and
medical ethics. Given medicine’s capacity to rescue individuals from illnesses and
trauma that were lethal a mere generation ago, we need to become aware that the lives
that emerge from our greater medical capacities are ones that may be seen as disabled
but are fully human even in their difference. It is medical knowledge and power that
often create disability. Patients with disabilities challenge our conceptions of human
possibility. We should pay attention.
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Abstract

Access to care is a health determinant because health care resources,
interventions, and personnel help maintain health and well-being. In
addition to social determinants’ roles in health inequity, clinicians’ racial
bias undermines the quality of Black persons’ health care experiences
and is a pathway to iatrogenic harm. This article considers pain
management and limb amputation outcomes as examples of how
clinicians’ racial biases exacerbate inequitable access to health care for
Black people in the United States.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Clinician Bias and Access to Health Care

Access to health care helps us maintain our health and well-being. Because of
institutional barriers and systemic inequities, (self-identified) Black people and other
marginalized populations generally have lesser access to health care than White
people.t Like lesser access to health care, lesser access to quality education and public
transportation and lower income harm Black people by making it more difficult for them
to maintain their health.2 Although inequities in social determinants of health are
examples of harmful structural inequities that contribute to racial disparities in health
outcomes, they are harms that occur outside of clinical settings. There are, however,
inequities in social determinants of health that harm Black people’s health that originate
within the clinical setting. These harms, also referred to as iatrogenic harms (eg, harms
to patients in the course of health care), can include clinician behaviors that express
racial bias toward Black people.

Although access to health care is a social determinant of health, clinicians’ racial biases
act as a barrier to Black people’s access to health care. More specifically, clinicians’
racial biases act as pathways for health care to impose iatrogenic harms and
inequitable health outcomes on Black people.3 Physicians, nurses, clerical staff, and
other stewards and gatekeepers of health care have racial biases just like other people.4
When left unchecked, clinicians’ biases—and the behaviors toward Black people they
encourage—threaten health equity for Black people. Racial disparities in adequate pain
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management and limb amputations due to diabetes complications are examples of the
kinds of harms and inequities that clinicians’ biases create for Black people. Although
some of the brazen abuses that were once a mainstay in health care are no longer
serious problems, clinicians’ racial biases still jeopardize Black people’s health and
must be overcome if we are to extend equitable health care benefits to all people.

Racial Biases in Decision Making

Health care workers harm Black people when they rely on their racial biases to develop
care recommendations. For example, one study found that White medical students and
residents who endorsed false beliefs about Black people’s tolerance to pain rated the
Black patient’s pain as lower than the White patient’s and showed bias in their pain
treatment recommendations for Black people.® Similarly, a large study of a single health
system found that Black patients were less likely to be referred to a pain specialist and
more likely to be screened for substances and referred for substance use evaluation
than White patients,® suggesting that clinicians subscribed to the racially biased belief
that Black people exaggerate their pain and use deceitful practices to illicitly acquire
opioids.

When health care practitioners’ racial biases influence the quality of care they dispense
to Black people, they deny Black people proper and equitable care. When Black people
don’t receive proper care, they are denied access to health and well-being. For instance,
when racial bias influences pain management, clinicians stand in the way of Black
people living pain-free lives. Pain incapacitates and destroys people’s ability to
participate in activities that give their life meaning; chronic pain makes it difficult for
people to enjoy their hobbies, care for themselves or their families, or have careers.
When people’s pain is not treated or is undertreated because of the color of their skin,
the injustice is even greater because their misery is justified by an amoral,
uncontrollable feature of their being. Their skin color and Black race become central to
what kind of life they deserve. In this instance, health care sends the message that
Black people’s lives and the joy Black people could have from a pain-free life are not as
important as White people’s lives and their joy.

Health care practitioner bias, which makes it difficult for Black people to receive proper
care, contributes to 2 interconnected and ongoing problems in US health care systems:
(1) damage to the relationship between Black people and health care and (2) the
impossibility of viewing US health care institutions as sources of equitable care for all
people. Through their own experiences, anecdotal evidence from their peers, or
scholarship and research, Black people are aware that encountering racial bias is part
of the experience of being a Black person seeking health care. Clinicians’ racial biases
can act as pathways to iatrogenic harms by indirectly discouraging Black people from
getting care for their ilinesses, as health care’s image and reputation are damaged in
the eyes of Black people. Furthermore, clinicians’ racial biases damage health care
institutions’ reputation as places of health equity. In these ways, clinicians’ racial biases
harm Black people as individuals and contribute to their marginalization.

Inequitable Outcomes

Clinicians’ racial bias also contributes to Black people’s relatively worse health
outcomes. For example, there are racial disparities in limb amputations necessitated by
diabetes.” Black people are more likely than White people to have their limbs amputated
due to complications from diabetes, while White people with diabetes and related issues
are more likely than Black people to have surgical interventions to save their limbs. Even
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Black people with the lowest risk of amputation have higher rates of amputation than
non-Black people.”

Part of Black people’s higher rates of limb amputations can be explained by inequities in
social determinants of health that result in their having lesser access to health care
than White people. Low income, poor neighborhoods, low rates of food security, low
access to well-resourced hospitals and clinics, and low access to preventive care, which
contribute to diabetes outcomes,8 can all contribute to Black people’s greater likelihood
of limb amputation.”® However, Black people’s lesser access to health care than White
people’s does not explain the problem of disparities in limb amputation in its entirety.

Durazzo and colleagues found that differences in hospital and local resources and in the
severity of disease when people with lower limb ischemia seek care can explain Black
people’s greater odds of limb amputation than White people’s.® They found that Black
people had increasingly greater odds of limb amputation than White people as the
presenting hospital’s capacity for revascularization and the median income of the
patient’s zip code increased. Even when the authors adjusted for confounding factors,
such as access, Black people still had higher odds of limb amputation than White
people. The researchers suggest that race may influence the kind of treatment people
with lower limb ischemia receive and conclude that “The role of unintentional or
unconscious bias ... cannot be ruled out as contributing to the disparity.” Similarly,
Stapleton and colleagues suggest that clinician bias plays a role in the higher
amputation rate for Black people than White people.10 They found that the disparity
between Black and White patients’ amputation rates was greater among surgeons who
treat fewer Black patients, further supporting the idea that clinicians’ racial bias at least
partially influences limb amputation rates among Black people.

These examples of racial disparities in pain management and limb amputations suggest
that clinicians’ racial biases are an unfortunate, yet undeniable, harm imposed on Black
people by the very nature of health care. These examples thus show that the nature of
health care itself stands in the way of Black people’s equitable treatment and access to
health care. Indeed, even if preclinical inequities in the social determinants of health
that create and sustain racial disparities in health outcomes were eliminated, health
care practitioners’ racial bias would still serve as a barrier to Black people’s and other
marginalized groups’ equitable treatment and access to health care.

Conclusion

To secure health and well-being, Black people must overcome harms to their health
imposed by almost every aspect of the modern world—from environmental racism to
housing inequities—simply because they are the target of racism. When they need health
care to secure their health, they are faced with additional harms from health care
practitioners who view and treat their Black patients through the lens of racial bias.
Because racial bias is embedded in the way medicine is practiced, the harms of racial
bias are a part of the very nature of health care.

To eliminate the harm to Black people’s health that comes from health care itself,
health care systems must make concerted efforts to protect Black people. They can
start by making it clear that Black people’s health care needs are as important as White
people’s health care needs. Doing so includes identifying the kinds of harm clinicians’
racial bias causes and how these harms affect Black people. Health care institutions
must also identify methods to remedy these iatrogenic harms, such as educating
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clinicians and creating an environment where clinicians asking their fellow clinicians for
help with checking their racial biases is an accepted and encouraged clinical norm. The
need for these changes is greater for White clinicians and requires their commitment to
identifying and eliminating racial bias and its effects. These actions are all a part of a
larger goal of health care systems reckoning with their historical and contemporary
abuses of Black people and their tendency to center whiteness and the White
experience. When the harms of clinicians’ racial bias are left unchecked and health care
does not address its “whiteness problem,” the gatekeepers of health care become
obstacles in the very institutions that charge them with caring for all people, regardless
of race. Black people already carry the burden of inequitable access to the social
determinants of health; health care should not be another source of inequity for an
already overburdened population.
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Abstract

Many regard iatrogenic injuries as consequences of diagnosis or
intervention actions. But inaction—not offering indicated major surgery—
can also result in iatrogenic injury. This article explores some surgeons’
overestimations of operative risk based on patients’ race and
socioeconomic status as unduly influential in their decisions about
whether to perform major cancer or cardiac surgery on some patients
with appropriate clinical indications. This article also considers artificial
intelligence and machine learning-based clinical decision support
systems that might offer more accurate, individualized risk assessment
that could make patient selection processes more equitable, thereby
mitigating racial and ethnic inequity in cancer and cardiac disease.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Risk Assessment and Inequity

It is well documented that Black patients die more often from cancer and heart disease
than do similarly matched White patients.12.34 While multiple factors account for this
disparity, given equivalent indications, Black patients are less likely to receive complex
cardiac and oncologic surgical treatment than White patients.56.7.89.10,11,12 This disparity
has largely been attributed to lack of access to complex surgical care and patient refusal
to undergo surgery.56.7.810,11,12,13,14 However, these factors disregard the role surgeons
play in patient selection for major surgery and the potential for biased assessments
based on race or socioeconomic status to influence surgical judgment.815.16 We propose
that the use of artificial intelligence and machine learning (Al/ML) for clinical decision
support (CDS) can reduce bias and promote data-driven decisions about patients’
eligibility for major surgery.

Patient Selection

Patient selection for major surgery is a highly venerated and rarely challenged
prerogative of the surgeon.17.18.19 Surgical judgment is influenced by both objective and
subjective assessments, the latter often dominating the final decision. For many types of
cancer and cardiac diseases, surgery represents a patient’s only possibility for long-term
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survival.>6.7.8.9,11,12,20.21 Thys, when patients are not offered surgical treatment, they are
likely to die from the underlying disease. For both cardiac disease and cancer, the
failure of surgeons to offer potentially lifesaving surgery likely contributes to observed
racial disparities.

One of the most common reasons surgeons give when refusing to operate on a patient
with an appropriate indication is that the patient is considered to be at too high a risk for
complications or death.18 Surgeons assess the risks and benefits of operating and of not
operating on a patient.18 Professional responsibility requires that the benefit of
operating and the risk of not operating be sufficiently skewed so as to justify performing
the operation.22.23 This consideration raises 2 important questions: (1) how a patient’s
risk is assessed and (2) whether concern about outcome metrics unduly affects surgical
judgment.

Risk assessment. Surgical risk is an assessment of the likelihood that a patient will
suffer a complication or death related to an operation.18 Surgical risk calculators have
been developed to predict the likelihood of perioperative morbidity and
mortality.24.25.26.27 |n general, as patients amass comorbidities, their surgical risk
increases. Recently, frailty scores have been introduced as a way to quasi-quantitatively
assess what many surgeons call the “eyeball test,” their subjective appraisal of how frail
a patient is.28.29 The more frail the patient, the greater is the risk of complications and
death.30 But any assessment that relies on individual observation risks introducing bias.

Indeed, surgeons have estimated similar comorbidities to be more severe in Black
patients than in White patients, and Black patients have been offered aggressive
treatment less often than White patients with equivalent indications.15.20.31,32,33,34,35,36
Because of the association between race and socioeconomic status, a surgeon might
assess angina in a well-dressed, upper-middle-class White man differently than in a
Black man experiencing housing insecurity with a medically equivalent condition.
Similarly, chronic obstructive pulmonary disease of equal severity may look very different
in a White woman who was driven to the consultation than in a Black woman who took
public transportation and then walked several blocks to reach the surgeon’s office.
Black patients who are poor and undereducated may appear on an eyeball test to be
more frail and higher risk than well-nourished, well-rested patients.

Besides being biased by socioeconomic factors that may cause Black patients to be
judged at higher risk for surgery, surgical decisions may also be affected by ostensibly
objective data indicating that, for major cancer and cardiac surgery, Black patients have
higher mortality rates, higher rates of postoperative complications, higher readmission
rates, and longer lengths of stay than similarly matched White patients.89.14,37,38,39,40,41,42
These reported outcomes, which are closely associated with socioeconomic status,
could further justify the surgeon’s subjective assessment of the patient’s potential for a
successful postoperative and posthospital recovery.

Elevated mortality rates of Black patients undergoing major surgery are often attributed
to these patients’ lack of access to high-quality surgical care.89.38:41.43 The typical
reasoning is that Black patients often seek care at lower quality hospitals and by less
experienced surgeons, and thus they suffer complications and death more
frequently.38394143 This line of reasoning presumes that Black patients themselves
choose lower-quality surgical care, disregarding the distinct possibility that these
hospitals and surgeons may be the only ones who are willing to accept those Black
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patients whom higher-quality hospitals with more experienced surgeons have deemed
too high risk. A plausible scenario that deserves further investigation is whether Black
patients are cared for in lower quality hospitals because the surgeons at those hospitals
do not judge Black patients to be as high risk as do their colleagues at higher quality
medical centers.

One proposed solution to the problem of unequal access is the take the “Access
Pledge,” whereby high-quality, high-volume medical centers assure equal access to all
patients.44 However, Black patients who have access to high-volume hospitals can still
experience bias in selection for surgery, prompting some to seek treatment where they
can access unbiased surgical assessment.

Outcome metrics. In addition to a biased subjective risk assessment, outcome metrics
may affect a surgeon’s objectivity in deciding whether to recommend a patient for major
surgery. As a result of excessive iatrogenic injury among hospitalized patients, the late
1990s saw the introduction of quality metrics, including surgeon-specific measures of
operative mortality and major complications.4546.47.48 While the aim was to improve the
quality of surgical care, these metrics could also disincentivize some surgeons from
operating on patients they perceive as too high risk. Such decisions in part reflect
surgeons’ own self-interest in not having their outcome metrics “look bad” before their
peers and hospital administrators. A surgeon could thus decide that there is less risk
and greater benefit in not operating or greater risk and less benefit in performing the
operation. Furthermore, there is no system of accountability for a surgeon’s refusal to
operate on a patient, regardless of the underlying reason.4®

Use of Al/ML CDS

How can potential surgeon bias in patient selection for major surgery be remedied?
While interventions such as race-specific feedback on treatment completion rates and
the use of nurse navigators have been shown to reduce racial disparities in care for
early-stage lung cancer,50 such interventions are downstream of the potentially biased
clinical decisions that directly affect patient outcomes. What is needed is an objective
system that can share agency with a surgeon in selecting patients for complex surgery.
The use of Al/ML CDS systems holds great promise for debiasing surgical decision
making.

Implementing Al/ML CDS could debias patient selection for complex surgery in 3 ways.
First, the system could provide an objective, accurate, and individualized assessment of
surgical risk based on information from the patient’s medical record rather than
subjective appraisals.5152 In other settings, standardizing clinical decisions and
postoperative pathways has been shown to reduce racial disparities among surgical
patients.33.53,54.55 Second, the system would not be affected by concern for reported
outcome metrics that might otherwise bias surgical judgment. Finally, the system could
track not only the patients accepted for surgery but also those declined for surgery, thus
providing a mechanism for recognizing biased trends.

Although Al/ML systems have been associated with perpetuating rather than resolving
bias,56 they are neither inherently biased nor essentially unethical. One way to debias Al
is by carefully examining the assumptions the algorithm uses to make predictions and
the data on which the system is trained. In one study, an algorithm was used to predict
which patients would have the greatest future health care needs.%¢ The system used
data from past health care expenses and assumed the data would reflect the severity of
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underlying iliness to predict future health needs. The algorithm systematically
underestimated future health care needs for Black patients because they utilized health
care resources less often than did White patients, regardless of severity of underlying
illness, and thus had overall lower historic health care expenses. The algorithmic
assumption was wrong in that past health care expenses did not predict future health
care needs.

In the same way, Al/ML surgical risk calculators could perpetuate racial bias if the
algorithm assumes that operative morbidity and mortality are due entirely to underlying
patient comorbidities and inherent patient risk. Nonpatient-controlled factors, such as
hospital and surgeon volume, can also affect operative morbidity and mortality.57 To
make accurate predictions, an algorithm would need to weigh these other factors and
not assume that operative outcome is entirely patient dependent.

An Al/ML system that is trained to make predictions based on assumptions that rely on
historically biased data will perpetuate those same biases. If the assumptions can be
corrected, then the predictions will become more reliable.5859 In debiasing Al/ML CDS, it
is imperative to differentiate association and causation. It may be true that being Black
is associated with increased morbidity and mortality and worse long-term survival after
major cancer surgery, but these outcomes are not caused by being Black. For Al/ML
CDS to debias patient selection for major surgery, race-associated outcomes should be
assumed to be based not solely on inherent patient risk but on inequitable health care
structures as well.60
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Abstract

Recognizing their roles in iatrogenesis requires clinicians and
professions to take responsibility for attitudes and policies that harm
patients and waste resources. A striking, neglected set of examples of
iatrogenic harm involves persons with severe mental illness (SMI) who
seek inpatient medical care. This article describes how medicine,
despite spending billions each year trying to respond to acute physical
medical needs of persons with SMI, participates in carceral policies and
practices that fail to prioritize continuity of care. This article also details
clinicians’ and professions’ responsibilities to mitigate their roles in
iatrogenic harm incursion by practicing antiracist, evidence-based,
collaborative care to motivate equity, reduce waste, and improve
outcomes, especially in crisis responses to patients experiencing acute
exacerbations of SMI in inpatient medical care settings.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Hidden latrogenesis

The word iatrogenesis, translated from the original Greek, means “physician origin” and
refers to instances in which health care causes harm to patients.t Commonly cited
examples of iatrogenic patient harm include drug side effects, surgical complications,
and medication or procedural mistakes.1 Although perhaps not as obvious, problematic
clinician attitudes towards marginalized patients,2 such as patients of color and persons
with severe mental illness (SMI), may also influence clinician behaviors and medical
decision making, resulting in well-documented inferior health outcomes for these
groups.34.56 Most importantly, for patients, health care racism and bias against mental
illness can impede access to and quality of care.456 Furthermore, disparate outcomes
created by biased clinician attitudes and health care system policies iatrogenically
increase financial burden on health care systems in correcting these harms, as
iatrogenic harms have been shown to have negative financial and clinical outcomes.”
This ineffectual utilization of limited health care resources in turn risks secondary
patient harms by reducing the number of patients able to be treated.

AMA Journal of Ethics, August 2022 781


https://edhub.ama-assn.org/ama-journal-of-ethics/module/2794956

Beyond hospital systems, iatrogenesis can also manifest as secondary financial and
physical hardships for patients. For example, Black patients are inequitably vulnerable
to accruing medical debt when seeking health care,® and financial barriers lead to
worsened recovery, decreased quality of life, and excess rehospitalization among
patients with cardiac disease.® Thus, identifying ways that clinician racism and
stigmatization of patients influence biased attitudes and practices, leading to patient
physical and financial distress as well as wasted hospital expenditures, is critical.

Responsibility for latrogenesis

Perhaps one of the most striking examples of iatrogenesis is when persons with SMI
seek inpatient medical assistance.310.11.12,13 One study showed that persons with SMI
experienced 142 physical harms per 100 medical hospitalizations,3 in contrast to a
separate study showing that general hospitalized patients experienced only 49 physical
harms per 100 hospitalizations.14 latrogenic harms undoubtedly contribute to greater
nonmental health spending on patients with SMI than other patients. For example,
Figueroa et al found that excess spending on nonmental health conditions for Medicare
patients with mental health disorders was twice the amount spent treating their mental
health conditions.10 Similar findings have been replicated across the spectrum of the
commercially insured to those covered by Medicare and Medicaid.1213

The recognition of iatrogenesis requires medicine to take responsibility for instances in
which clinician attitudes and systems policies harm patients and waste limited health
care resources. Some researchers promote the integration of primary and mental health
care, such as the collaborative care model, as a solution to excessive and ineffective
health care spending for the SMI population.10.1213 Nonetheless, when theorizing why
nonmental health spending was so much higher in a population with mental health
disorders, Figueroa et al postulated: “It is likely that mental illness impairs the ability of
patients and health systems to take effective care of chronic medical conditions.”10
However, the premise that a mental iliness, in its own right, can hinder health systems
from delivering cost-effective carel0 treats a clinical diagnosis as a sentient, organic
being instead of as an assigned, inanimate nomenclature. This premise also weakens
the recognition of iatrogenesis, as the onus of responsibility for substandard outcomes
and wasteful care for patients with SMI is diverted from health care’s actions and
policies and instead projected onto a clinical diagnosis, as if a mental illness is an
autonomously functioning entity.

Adhering to evidence-based, collaborative care practices may indeed reduce wasteful
spending and improve clinical outcomes. Yet it has been documented that stigma
against mental illness® and racial prejudicels independently limit adherence to best
practices in clinical diagnosis and treatment. Therefore, collaborative care alone cannot
improve clinical outcomes and reduce hospital waste in the care of persons living with
SMI. Evidence-based practices combating racism and anti-mental health bias are
equally needed.

Deviation From Evidence-Based Practice as Harm

Choosing care coordination as a starting point to address mental health disparities on
inpatient medical units assumes that evidence-based practices are readily available or
already in practice for populations without SMI. However, for patients with SMI, there are
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perceived barriers to care integration and access. Clinical symptoms like depressed
mood or disorganized thinking may indeed make it more difficult for patients with
behavioral health conditions to arrange, remember, and get transportation to outpatient
medical appointments. These difficulties put patients with SMI at increased risk of
having more poorly managed chronic medical conditions that require more costly
hospitalizations.

There is one important distinction to be made about coordinating care in inpatient vs
outpatient treatment settings: clinicians and systems face fewer barriers to coordinating
care and making it accessible in inpatient than outpatient settings because patients
with SMI are already physically present and receiving care in the exact same settings as
patients without SMI. That is, patients with and without SMI on the same inpatient
medical unit are receiving care in the same location with the same available resources
and same ability to coordinate inpatient services like testing, consultations, procedures,
and medications. However, despite well-known inequitable medical treatment outcomes
for persons with mental iliness, data suggest that patients with mental iliness have
significantly higher health care spending than those without mental illness.12.13
Spending on medical and surgical care, including inpatient medical care, is higher for
those with than without mental iliness even after controlling for the number of chronic
medical conditions.12 A closer examination of how clinician-level behaviors and systems-
level policies deviate from evidence-based practices when treating persons with SMI is
merited.

Bias against persons living with SMI fosters prejudiced clinician-patient interactions and
skews medical decision making.56 Examples of clinician-level deficits found to
contribute to inpatient adverse safety events for those with SMI include inadequate
patient monitoring, delayed or incomplete care, lack of trainee supervision, prescribing
errors, and dispensing errors.3.16 These clinician-induced adverse outcomes occurring
during inpatient hospitalizations require additional resources to correct.

Expenses stemming from ineffective care owing to clinician bias could be reflected in
avoidable lengthened hospital stays, emergency department visits, and
rehospitalizations. Lending support to this perspective, a 2020 study noted that the
largest spending increases for Medicare recipients with SMI was due to more frequent
hospitalizations in general acute care hospitals and a greater number of days in
hospital, among other factors.10 A 2014 study of Medicaid recipients with behavioral
health disorders reported similar findings.12 Patients with behavioral health diagnoses
had 30-day readmission rates up to 10 times higher and potentially avoidable
hospitalizations up to 14 times higher than those without a behavioral health diagnosis,
even after controlling for physical health status.12

Although hospitals see increased inpatient resource utilization for patients with SMI,
those with SMI contrastingly suffer more patient harms and inferior clinical outcomes
than those without SMI.3.16 |In these instances of inpatient care, however, it is not mental
iliness, limited access, or poor coordination that disadvantages patient care. Rather, we
argue that iatrogenic harm and waste is generated by clinicians’ bias expressions; better
care coordination alone would not eliminate this source of harm to patients.

Carceral Response as Harm

Personal biases converge at the systems level to create an entire series of
discriminatory policies and protocols that fail to ensure equitable, evidence-based care
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to persons with SMI on inpatient medical units. Current management of behavioral
emergencies in hospital medicine is perhaps the most profound example of systems-
level deviation from evidence-based care for the SMI population, especially for people of
color. Behavioral emergencies are incidents of extreme agijtation that patients may
experience while medically hospitalized. They can be categorized into 3 subtypes:
clinical psychiatric emergencies, iatrogenic insults, and coping/stress patient
reactions.1?

Most US hospitals do not distinguish emergency protocols for behavioral/psychiatric
crises and unarmed security threats, thereby substituting police and security
enforcement for clinical or patient-centered treatment in the event of a behavioral
emergency.17.18.19 Security-only protocols are inadequate when behavioral dysregulation
is a byproduct of acute disease exacerbations from overlooked or delayed treatment,19
termed clinical psychiatric emergencies, because security personnel are not trained
medical practitioners. Security-only protocols also foster excessive use of sedation and
physical restraints, which carries its own sequela of injuries (eg, respiratory
complications and skin breakdown).1® The expenses necessary to correct each
avoidable harm would be reflected in heightened cost estimates for treatment of
persons with SMI on inpatient medical units. No study that we know of has investigated
or supported the superiority of nonclinical security enforcement responses for clinical or
patient-centered crises; therefore, the prevalence of security-only responses for
behavioral emergencies is driven by entire systems operating without an evidence-based
rationale.

Reliance on security-only protocols is problematic in other ways. Patients with mental
illness are well known to endure victimization by law enforcement. For example, a 2021
study found that patients with SMI are 11.6 times more likely to experience use of force
and 10.7 times more likely to be physically injured during police encounters than those
without SMI.20 Additionally, persons with SMI are likely to be treated in community
mental health centers, which also suffer from increased health care setting-based
policing due to racism and bias against persons with SMI.21 Security-only interventions
in behavioral emergencies invite those same prejudices into inpatient care, and harms
of biased hospital policing are compounded by racism and bias against mental health.
Health care professionals’ own prejudice can lead them to disproportionately activate
security emergency protocols on patients of color and patients living with SMI, as
happened at Seattle Children’s Hospital, where security has been called on Black
patients at twice the rate of White patients for over 10 years without anything being
done about it.22 Racism and bias in security management of behavioral emergencies
risks psychological harm through retraumatization, thereby violating the ethical principle
of nonmaleficence.1” Behavioral distress precipitated by prejudiced clinician attitudes
would fall under the behavioral emergency subcategory of “iatrogenic insults.”17

Evidence-based, patient-centered solutions exist, including behavioral/psychiatric
equivalents of medical emergency response teams, often called behavioral emergency
response teams (BERTSs).17.18.19 A fully detailed, mechanistic safety analysis of security-
only vs BERT models of behavioral emergency response protocols has been published,1°
but, generally speaking, BERTs offer an advantage over security-only protocols by
providing interdisciplinary teams lead by medical professionals capable of prioritizing
patient de-escalation and clinical intervention. The professional composition of BERTS
varies according to locally available resources but may include nurses, psychiatrists, and
other physicians from primary inpatient medical/surgical teams. Security personnel are
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often important team members within most BERT models for instances when patient
agitation exceeds clinical capacity. However, they are under the explicit direction of
clinician leadership and are not to interact with patients unless specifically requested to
do so. Therefore, security personnel are often present in fewer numbers during
behavioral than primary security interventions and often not seen by patients at all. Data
suggest that clinicians operating within a patient-centered BERT model learn to de-
escalate patient distress more often on their own, without requiring a BERT (or security)
call at all.1923 Although such evidence-based, cost-effective behavioral emergency
interventions significantly improve both patient and clinician safety,19.22 most hospitals
continue to follow a policing model of behavioral emergencies. Therefore, a focus on
coordinating care assumes that excessive spending can be reduced by better integrating
preexisting evidence-based practices within systems that currently operate without
evidence-based practices for costly and potentially fatal behavioral emergencies.

“Limited” Psychiatric Resources

Clinical budgets for behavioral health compete with budgets for policing practices in
systems with finite financial resources. Given the tremendous and ineffectual
expenditures lost to biased and non-evidence-based practices, many hospital systems
feel that they lack the “available psychiatric resources” to fund collaborative care
practices and BERTs.17.18,19 Systems that utilize a policing approach to behavioral
emergencies invest heavily in police-centric expenses instead of clinically relevant and
patient-centered solutions like BERTs.17.19 For example, a hospital system using a
policing model to respond to behavioral emergencies must fund sufficient police or
security personnel to attend sometimes lengthy behavioral emergencies while still
maintaining adequate coverage of vital security functions elsewhere in the system. The
salary, benefits, recruitment, and staffing of a police or security force large enough for
this coverage draws from the limited pool of funding that could otherwise be reallocated
toward coordinated care practices, training in antiracism and antibias, and depoliced
behavioral emergencies. Instead, despite extraordinary physical health care
expenditures for persons with SMI,10.11.12.13 primary security expenses and adverse
events resulting from biased behaviors are often not recognized as iatrogenic harms
and waste.19

Conclusion

Billions of health care dollars are spent each year attempting to treat the acute medical
needs of persons with mental illness. Unfortunately, health care currently prioritizes
disjointed, police-laden, and racially biased policies, which, alongside prejudiced
clinician attitudes, fail to offer healing to individuals living with severe mental iliness,
especially those of color. A path towards solutions exists. However, inpatient medicine’s
progress toward more equitable, antiracist, evidence-based, and cost-effective practices
first requires us to boldly denounce hospital harms and waste born of our own
problematic biases and attitudes.
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Abstract

Clinicians cannot always directly or effectively engage patients
experiencing mental health crises. This article considers the common
practice of relying upon law enforcement personnel to facilitate mental
health checks and considers its implications for Black patients. An
antiracist approach to decriminalizing acute exacerbations of mental
illness requires clinicians’ engagement in educating, training, and
policymaking. This article recommends strategies for effective real-time
communication before, during, and after a 911 call involving a person
experiencing a mental health crisis.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Danger in a Wellness Check

An estimated 1 of 5 Americans lives with mental illness, and the number of adults
reporting unmet mental health needs has increased during the COVID-19 pandemic.1.2:3
Clinicians sometimes call emergency services to recruit police to facilitate mental
wellness checks on individuals expressing suicidal ideation or intent to harm themselves
or others. However, reliance on law enforcement to handle such emergencies can
escalate already sensitive situations. Police officers are more likely to arrest individuals
with mental iliness for minor offenses or use lethal force than individuals without mental
illness.45

Criminalization of mental health is situated within the broader context of racialized
policing practices in America. Black Americans are disproportionately represented
among victims of lethal and nonlethal police violence compared to White Americans.®
The fatal shooting of Travis Jordan, a 36-year-old Black man killed by police in 2019
after his girlfriend called 911 out of fear that he would complete suicide, expresses
harrowing irony: the dangers of a wellness check. In the 911 transcripts, Jordan’s
girlfriend tells the dispatch officer that Jordan called her “all the time saying he wants to
die” and that she did not “know how to deal with it.”7 Approximately 15 minutes later, he
was shot and killed. The officers did not face criminal charges.8
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While the media publicizes only a fraction of such encounters, we must acknowledge
inequitable trauma suffered by Black persons from unexpected and frequently armed
police responses. The impact of police brutality extends beyond those directly involved,
as the mental well-being of Black adults is further eroded when they are exposed to
police killings of Black Americans.®.10 These consequences are relevant for all people of
color and disadvantaged communities.1? Police violence is uniquely traumatic in being
conceptually distinguishable from other forms of violence and independently associated
with adverse mental health outcomes.12 In a vicious cycle, exposure to police violence is
an independent risk factor for subsequent mental iliness, and those suffering from
untreated mental iliness are 16 times more likely to be killed during police
confrontations than other civilians.11.13

An antiracist approach to decriminalizing acute exacerbations of mental iliness requires
clinicians’ engagement in educating, training, and policymaking. This article
recommends strategies for effective real-time communication before, during, and after a
911 call involving a person experiencing a mental health crisis.

Antiracist Crisis Response

Lack of available community mental health services usually means persons
experiencing crises lack access to emergent psychiatric services. Clinicians are often
unable to directly intervene and thus could justify involving law enforcement to engage a
patient in distress. But we are professionally and ethically obligated to ask whether and
when calling 911 causes harm to historically marginalized patients. Antiracism requires
us to identify historically racist policies and practices and stop perpetuating them.
Drawing from abolitionist approaches to health justice and equity, we can reimagine
what intersections between health and public safety should look like.14

Training and policy. Specifically, antiracism requires us to question clinical practices that
utilize force, such as seclusion or physical or chemical means of restraint.1> Clinicians’
perceptions of threat or harm can be distorted and muddled by affective biases (eg, the
belief that Black persons are inherently dangerous), which can prompt inequitable uses
of force against Black patients.16.17 Indeed, Black patients are more likely than others to
be physically restrained in emergency departments.18.19 Historically, inequitable uses of
force have fueled racist narratives used to suggest Black persons’ “propensity” for
criminality and violence.15 This relationship between carceral and clinical logic can
cause harm when clinicians call upon police to extend the reach of clinical control.
Interventions targeting sources of clinicians’ affective bias should motivate
understanding of their origins to effectively combat racism within and beyond clinical
settings during wellness checks.20.21,22

Protocol. Clinicians need explicit training in how to orchestrate and conduct suicide risk
assessments and in de-escalating situations in which patients are at risk of harm.23 They
must become comfortable in de-escalation to decrease reliance upon law enforcement.
Clinical care guidelines might encourage clinicians to call 911 to secure a patient’s or
their own safety and well-being, but even well-intentioned policies exacerbate systemic
racial inequity. Prior to involving law enforcement, attempts to reach a patient’s
emergency contacts are obligatory. If these efforts are insufficient, a crisis hotline, if
available, should also be utilized prior to calling 911, so that a mobile mental health
crisis team or mental health professional can initially respond and contact police only if
needed.24 Clinicians and organizations must interrogate whether their policies
undermine equity and can be improved to promote structural change25—specifically, by
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asking who benefits and who is harmed by a policy, who was involved in its
development, and how can it be better formulated to express antiracism.26

Communication. If de-escalation attempts have been exhausted and the benefits of
contacting law enforcement appear to outweigh potential harms, particularly in
situations in which the threat of harm to the patient or others is imminent,
communication between a caller and dispatcher is critical. A dispatcher’s subjective
interpretation of a situation’s urgency and severity can affect how frontline responders
are informed.27 Antiracist dispatch practice28 includes bidirectional, structured
communication. We recommend clinicians provide the following information to a
dispatcher (see Figure).

Figure. Information for Police Wellness Check

Before Calling 911

Ensure that all reasonable attempts to contact the patient’s family members or other emergency
contacts have been made.

Consider calling a local mental health crisis mobile unit instead of 911 if available in that area.
Remain in contact with the patient if possible.

Attempt to inform the patient that the police will be contacted.

When Requesting a Police Wellness Check

When speaking with the dispatch officer, include the following information about the situation:

e  (Caller's name, role, and relationship to the patient

Request for a wellness check

Request for the presence of a trained mental health professional and/or police officer certified
in crisis intervention training

Current mental health assessment of the patient

Whether the patient is known to have access to a weapon

Known history of physical violence

Relevant trauma history

Any other relevant information

After Calling 911

Follow up within 24 hours after the wellness check to provide appropriate resources and support.

Hold space for the patient to process and debrief about the experience.

A clinician-caller should then inform the patient to expect an encounter with emergency
responders, including police. It is essential to follow up to provide resources and hold
space for the patient to process and debrief about a potentially traumatic experience.29

Onward

Inequitable and potentially deadly impact of police mental health checks is but one
example of how clinicians’ actions exacerbate oppression. Responsibility to cultivate
antiracist crisis responses and to decriminalize mental illness belongs to students,
clinicians, and organizations, who must formalize training,28 partner with local mental
health advocacy organizations, lobby for mental health service and resource expansion,
and promote research that motivates equity through antiracist action.30.31 Research
should also evaluate outcomes of implementing the recommendations offered in this
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article and seek to more robustly document and centralize data about wellness check
practices.

When the 988-call number replaces the National Suicide Prevention Hotline number by
July 2022,32 mental health crisis counselors are likely to be as easy to reach as a 911
dispatcher. Furthermore, if passed, the Mental Health Justice Act, introduced in the US
House of Representatives in 2021, would award grants to states to hire more mental
health professionals to serve in first responder units.33 These efforts are encouraging
attempts to limit police exposure to patients of color in need of mental health care.
Clinicians’ roles in promoting unarmed, decriminalized, and antiracist mental health
crisis responses are key.
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Asylums and Harm Embodiment
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Abstract

This article examines iatrogenic harms incurred by closed-ward
psychiatric hospitals. In particular, this article considers roles of
narrative in one patient’s experience of life-encompassing iatrogenic
harm from being institutionalized from infancy to age 60 and also
emphasizes Italy’s comparative success, relative to the United States, in
recovering from decades of deinstitutionalization to establish
community-based mental health care.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Manicomio

Ethnographic and historical research can inform understanding of profound iatrogenic
harm to individuals who grew up in a manicomio (a closed-ward psychiatric hospital) in
20th-century ltaly. These persons’ social identities were severely restricted and emerged
only and entirely within an institutional context, resulting in long-term harms in the form
of developmental, physical, and behavioral disabilities. Institutional enculturation and
development of microsocial identities proved major stumbling blocks for social
reintegration of institutionalized individuals during the deinstitutionalization movement
of the 1960s and 1970s. These individuals embody institutional legacies beyond their
spaces and structures, and their stories must be shared to avoid risk of renewed social
ignorance or repetition of past abuses. After briefly discussing the history of institutional
psychiatry, this article describes the case of one individual institutionalized in a closed
adult psychiatric ward from infancy to about age 60.

From Moral Treatment to Deinstitutionalization

Moral treatment. In late 18th-century England, William Tuke, a Quaker, created a place
for “moral treatment” of persons thought to be “mad,” who, rather than being restricted
in chains, spent their time working and praying in a quiet country environment. This
treatment’s purpose was to teach internal restraint and produce it in those who were
incarcerated.® This curative intention was expressed not only in locating institutions in a
quiet, country environment but also in architectural building design.2 A century later,
such buildings, which came be to known as asylums, were replicated as medical spaces.
By the 1960s, however, attitudes toward psychiatric institutions had changed, and
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asylums were now discussed as mechanisms of social control. Foucault, Goffman, and
members of antipsychiatry movements in Europe and the United States described a very
different version of an “asylum.”345

Community mental health. In Italy, the democratic psychiatry movement emerged in the
late 1960s and understood the manicomio as a place of violence and suffering in which
ill persons were segregated because they were viewed as socially disruptive.¢ Italy later
became known for its radical mental health reform and for Law 180, passed in 1978,
which started the process of deinstitutionalization by closing all public psychiatric
hospitals in the country. The transition from asylums to community mental health care
centers was a slow process, finally achieved nationally in 1998.7

latrogenesis

Ivan lllich first published Medical Nemesis: The Expropriation of Health in 1974 as an
indictment of medicine as a whole.8® latrogenesis referred to “the disease of medical
progress.”8 Physicians created illness rather than curing it, doing more harm than good.
[llich also identified social and cultural forms of iatrogenesis that referred to the
medicalization of Western society generally. He suggested that medicalized death, for
example, removed cultural meanings from pain, “corrupt[ing] the essence of what it is to
be human.”®

From the Italian perspective, these multiple concepts of medical harm were intertwined
with Italian deinstitutionalization.é Franco Basaglia, one of the main figures of Italian
psychiatric reform during the 1960s and 1970s, condemned many social institutions,
from prisons to schools to asylums: “The main characteristic of these institutions is the
clear division between those with power and those without it.... Violence and exclusion
underlie social relations in our society.”¢ For Basaglia and his colleagues in the
democratic psychiatry movement, iatrogenesis was seen as operating at the macro
level, whereas today, the concept is typically used to identify surgical complications and
nosocomial infections.610.11 Yet the lived conditions of the aftermath of
deinstitutionalization, as detailed in the following sections, remain relevant as examples
of how total iatrogenesis emerges from “total institutions.”4

The Manicomio Today

For many years after legal deinstitutionalization, the large provincial manicomio building
in Bergamo, an area of northern Italy, was still used for residential community mental
health care.12 At that point, doors were no longer locked, but the building remained the
same. Later, multiple local community mental health centers with residential areas were
constructed throughout the province. The research center opened its main building in
1998, and additional facilities and programs were added, including a small off-site farm
and horse stable.

The main building housed up to 18 adult residential patients, about two-thirds of whom
had spent significant time in the manicomio before deinstitutionalization. The majority of
center residents were male and over 50 years old. Although the goal of reform was to
place everyone in communities with their families, in reality, many of the families could
not be found. Other families did not want to house their deinstitutionalized relatives or
did not have the resources and skills to do so. Although family members would
periodically visit or attend parties and events, most residents had little or no apparent
contact with family, and some had no lifetime memory of their families. The facility also
housed a day program for a variable number of individuals; they typically lived with their
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families or independently and commuted to the center. The day participants were more
diverse in terms of gender and age, with few having resided long-term at the old
manicomio. Center activities were mainly held for residential and day participants as a
combined group.

Individuals placed in adult mental hospitals from childhood or even from infancy, who
remained in the manicomio for up to 60 years, experienced profound difficulty
reintegrating into community settings. This phenomenon was not rare; Paolino’s case is
described in what follows.

Paolino’s Case

Paolino’s case is based on my observations and interviews with center staff.12 Paolino is
a man of small, slight stature, and, at the time of my fieldwork period, he was probably
in his 60s. His pseudonym is intentionally recorded here in diminutive form (the suffix
“in0” added to “Paolo”), because this is how his hame was used. He perpetually wore
sweatpants and t-shirts, often calling them his pigiami (pajamas). He rarely spoke, and |
learned that during the entire time he lived in the manicomio, he hadn’t spoken at all.
The few words and phrases he would use had all emerged since he had started coming
to the community mental health center, and the staff spoke proudly about this
improvement. His common phrases included some general greetings, such as ciao and
references to things or activities that he enjoyed: caffé, mangiamo? (Are we going to
eat?), and, in particular, a cavallo (horseback riding). Paolino was passionate about
riding the horse, and | was at first surprised at how skilled he was at this activity. Riding
was the first time | had seen him enthusiastically engage in an activity, which differed
from his typically hesitant engagement with the tasks of everyday center life. Horses
were one of the few things Paolino spoke about often. He used a cavallo! (on the horse!)
as a general interjection. In the morning, he would use it as an actual question: a
cavallo? to ask whether the group would be going to the farm. On other occasions, a
cavallo! would express disappointment or disgruntlement with a situation, as an
interjection seemingly unrelated to anything, or as an almost whispered musing.

Paolino was always ready to ride, asking about the horse multiple times per day. On the
days he went to the farm, he would begin almost immediately asking if he could put on
the saddle. Vincenzo, a center employee who directed the work and horse therapy
sessions, would reply that he could ride the horse after the farm work was done. Paolino
would typically help out by wheeling the wheelbarrow to dump the horse manure,
sweeping, and brushing the horse. He needed constant supervision in each of these
tasks, and he would ask repeatedly if he could put on the saddle yet. When he brushed
the horse, unless his hand was guided by another individual, he would whack the brush
against the horse, causing it some distress; this was not intentional cruelty, but rather
due to difficulties in performing small-scale physical tasks. When the work was
completed, the group would saddle up the horse, and center participants would take
turns riding, which was typically done in an enclosed space, with the horse being led by
Vincenzo or another participant. Paolino always had a turn.

Paolino also required supervision in many life domains beyond riding and grooming the
horse. He had to be dressed by others; he occasionally wet his pants; he did not smoke,
but he was a very enthusiastic drinker of espresso, which the staff had to dilute with
cold water so that he would not drink it too quickly and burn his mouth; and he would
wander into the traffic on the road if not watched. Other participants would tease or
make fun of him because, in the hierarchy of patients, he was among the most
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disadvantaged of the disadvantaged. Yet, rather than being an example of the
helplessness of mental iliness, Paolino must be considered a product of the manicomio
itself. His life, lived in this way, is a direct result of past mental health policy decisions
and their real historical manifestations, the full extent of which | came to learn in an
unexpected manner.

On an August morning, while walking to cut grass for the rabbits, Vincenzo told Paolino
to walk away from the road because of the cars. “Si, papa” (yes, father), Paolino replied.
This was a startling statement; Vincenzo is a man 15 or 20 years younger than Paolino.
Furthermore, nobody had ever heard Paolino refer to Vincenzo in this manner before. At
this point, | was walking beside a staff member, and | asked if maybe he used to do farm
work with his father as a boy.

“No, he was probably abandoned as a baby,” she said.

| asked where he was from, and she replied that “nobody knows” but that the staff
believes he was abandoned—perhaps delivered directly to the manicomio as an infant—
and after he had spent many years in the manicomio, nobody knew where he was born
or anything else about his past. | asked how it might have happened that an infant
would be abandoned at the adult manicomio, and she responded that nobody knew that
either and that there was very little information to be found about those days. It was
likely that Paolino chose papa as a term of endearment or respect for Vincenzo, the man
in charge of the beloved horses.

Paolino is an example of an individual who never learned to live within general society or
to take care of himself. According to Vincenzo, Paolino’s lack of independence is a
“shame,” and he said perhaps little Paolo could have even learned to read under
different circumstances. Instead, saying a few words is a significant improvement and
achieved with difficulty. What happened to Paolino during his life? Nobody can say. His
life history is expressed only in terms of questions and silence.

Microsocial Identity Formation as latrogenic Harm

Based on Paolino’s story, it is clear that the ideological contention that all
deinstitutionalized individuals can reintegrate and live within general society does not
apply universally; in Italy, quick social reintegration for all was untenable. Individuals
who had lived in hospitals for 20, 40, or 60 years were eventually moved to community
residential facilities, but most retained their institutionally created “microsocial”
identities. No attempt was made to move Paolino—who at the time of hospital closure
had no identifiable family, no recorded history, no speech, and profound difficulties with
everyday tasks—to community living. Instead, he stayed in the manicomio building until
he became a resident of the new community mental health center.

As Vincenzo mentioned, institutionalization deprived little Paolo of the chance to learn. |
further argue that his “psychiatric” disorder might have been mostly or entirely
generated by the manicomio itself; it is impossible to know what types of behavioral,
cognitive, physical, or speech-related difficulties he would or would not have had
otherwise. Rather than having been socialized in a local community context, Paolino
passed through developmental stages in a psychiatric hospital meant for adults where
there was no education, no treatment designed for children, and no models of
noninstitutional social interaction. His lack of speech development and difficulty with
everyday tasks is consistent with other well-known studies of severely abused and
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neglected children.13 As he developed from infancy to adulthood, Paolino had no choice
but to grow into a person who could survive within his impoverished world; his physical
and mental development became processes of embodying the manicomio.

The residential portions of Italian community mental health centers were created for
those who could not fully return to community and family life. They were necessary for a
population with no alternatives, but they provided amelioration rather than cure. Some
residents are merely waiting to die, filling the time by smoking cigarette after cigarette.
Nevertheless, amelioration is much better than the alternatives, such as the chaotic
world of prisons, homelessness, and institutionalization. Local community mental health
centers can bring joy, meaningful work, education, opportunities for desired social
interaction, and some forms of freedom. Paolino can ride horses every week with great
pleasure and enthusiasm. He can drink espresso, eat freshly prepared food, and
socialize with other people. This situation represents a vast improvement over his 60
years of manicomio life, and it may also represent the best achievable outcome for
someone who spent most of a lifetime locked within an institutional world.

Lessons

Listening with discomfort. In Italy, | saw many older deinstitutionalized individuals who
had been robbed of their social identities; failed health policies and extreme social
isolation have consequences that can never be undone. There are many who will never
have full social lives beyond the microsocial world of the mental health system. In some
Italian professional circles, the term residui manicomiali has been used for these
individuals: the “remainders,” the “residue” of the institution. The implication is that the
politically imagined community-based mental health system cannot become a full reality
until the “remainders” get older and die.

When | was at the beginning of my fieldwork, | worried about the ethical implications of
writing about someone else’s suffering. Was it wrong to coopt another’s suffering for an
academic work? | soon came to realize that those concerns missed the point
completely. The true harm resides in the unwillingness of society to listen to these
stories at all. The problem here is not the exploitation of suffering; rather, it is
widespread societal avoidance, concealment, or disavowal of the reality of this type of
suffering. While doing my research, everyone in the center knew why | was there, and |
was frequently sought out by participants wanting to tell me stories from their lives.
Many expressed disappointment that | was required (by the institutional review board) to
give them pseudonyms rather than using their actual names. | began to wonder who
was really being protected by disguising these stories under so many layers of
anonymity. Was it entirely for the benefit of the study participants, who would never be
identifiable in foreign academic literature, but who had also been nhamed and
photographed for the local paper on multiple occasions? Or could the system have
actually been designed in part to protect the academic reader from discomfort?

This is not to say that narratives of psychiatric institutions can only produce discomfort.
The possibility of recovery is a hopeful aspect that is also essential, since there is clear
evidence that it happens with frequency.1415 Misguided ideas suggesting that
schizophrenia is permanent and incurable, together with stigma, have consigned many
people permanently to the “back wards.” Yet, in Vermont, 2 decades after the
deinstitutionalization of patients with schizophrenia who were labeled “hopeless cases,”
one half to two-thirds of them had improved considerably or recovered.16
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Nevertheless, cautions are necessary not only against misplaced pessimism, but also
against excessive optimism. An increasingly common type of hyper-positivity shifts the
responsibility for recovery entirely onto the individual without considering social
determinants or the impacts of policy. It may be comforting for academics, clinicians,
and policymakers to think every back ward harm can be fixed, but this hyper-positivity
can result in refusing to listen to those stories that tell otherwise. The overall problem is
not only the erasure of stories of suffering, but also the erasure of happy days, boring
days, and past memories. It is an erasure of entire lives.

What the United States can learn from Italy. The current situation in the United States,
with prisons as de facto psychiatric institutions and persistent problems with
homelessness, reflects a failure to create a coherent or adequately funded system of
community mental health treatment. Although there are people in the United States who
claim that deinstitutionalization has failed,17 the problems are more a downstream
consequence of the national failure to establish or provide resources for a system of
community care. The result is the “institutional circuit,” whereby people cycle between
institutions, homelessness, and prison.18 At the same time, others who are actively
seeking mental health care may lack access.1920 This lack of access is often due to the
complicated mix of private and public health insurance in the United States, a country
that routinely ranks near or at the bottom of health outcomes and health care access
rankings among high-income countries.21.22

Unlike the United States, Italy did create a comprehensive national system of post-
deinstitutionalization community mental health care and established laws and
dedicated resources to sustain and support it. The Italian mental health system is an
integrated part of an overall national health care system, and Italy ranks higher than the
Organisation for Economic Co-operation and Development average for life expectancy,
avoidable mortality, and population health coverage23; the United States ranks below
average on all of these measures.2?4 In a study of European countries, community-based
mental health care was found to be associated with better quality of life for those with
chronic problems than longer term facilities.25 Italian researchers reported that 35 years
after deinstitutionalization, the community mental health system was well established
and that the continuity of care and coordination with other health and social services
was high.26 Moreover, Italy’s suicide rate was less than half that of the United States in
2019 to 2020.27

Sisti and colleagues have argued that the United States should return to the asylum
model of psychiatric care.1” They point out that these long-term, inpatient psychiatric
institutions were originally created with benevolent intent. This is a relevant point, but it
also serves as an instructive foil to what came afterwards. Despite good intentions, as
institutions became stigmatized and hidden from public view, they became
overcrowded, and neglect and abuses increased. By the time these abuses were
exposed, they had become systemic and widespread. There is no reason to believe that
a new asylum, regardless of how similarly benevolent the current intentions, would
evolve any differently. History shows us how rapidly the asylum becomes an oubliette,
and the very existence of back wards can create the surplus of “hopeless cases” that
then serve as the rhetorical justification for the asylum itself. Although we cannot fix
history’s ills, we can try to avoid repeating them.
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ART OF MEDICINE
Contraception Options
Michaela Chan

Abstract

Contraception Options considers the general social and cultural
expectation and norm that women’s bodies should be the sites of
contraception. The comic represents frustration with inequitable
distribution of contraceptive burden.

Figure. Contraception Options
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Media
Marker and pen on paper, 9" x 6".

Gender equity and sex-positivity movements have delivered several distinct, effective
contraception options: implant, inject, or daily ingest. No longer are women leashed to a
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cycle of trepidation, relief, trepidation. Contraception offers women control over their
reproductive capacity. A variety of contraceptive options means a woman can choose
among methods’ fit in her life. She considers questions such as these: Is her routine
regular enough to ingest a pill every day at the same time? Does she want to have a
device implanted in her uterus or arm? Can she stand an intramuscular (IM) injection
every 3 months? (An IM injection requires a 1" to 1.5" needle, about which clinicians
should warn their patients.) To receive an IM injection or pill, she must be able travel to
a clinic or pharmacy at least every 3 months, or monthly. An implanted device requires
making peace with a subdermal plastic rod. With all options, iatrogenic effects (eg, side
effects and interactions with other medications) must also be considered.

All these options are preferable to and more realistic than abstinence or blind prayer.
But each asks only women to take on risk, responsibility, or discomfort. Access to safe,
effective contraception, which benefits everyone, came with new burdens unilaterally
borne by women. Progress on gender equity means shifting contraceptive burden to
equitably distribute all risks and benefits of sexual relationships. Currently, barring
physical barrier methods, contraception and its risks are borne exclusively by women.

The character in the comic, a teenage girl of reproductive age, symbolizes her and other
girls’ and women’s desires for equity in family planning and reproductive agency.

Michaela Chan is a graduate student at the School of the Art Institute of Chicago in
Illinois, and her comics start as questions, songs, and conversations.
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ART OF MEDICINE

Public Health Risk and Civic Peership
Michaela Chan

Abstract
During the COVID-19 pandemic, some US federal courts required jurors’
vaccination against COVID-19, which, according to some, made a juror

less representative of a peer. This comic investigates this set of
concerns narratively and visually.
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Figure. Juries During COVID-19
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The growing COVID-19 pandemic provided novel loci of polarization of Americans
throughout 2020. Wearing a mask or refusing to mask became a political statement. At
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the highest levels of government, leaders disputed the advice of experts; facts
themselves were and continue to be politicized. Scientific institutions became targets of
ire at a moment when science was singularly equipped to offer key contributions of
global and domestic importance. A glimmer of hope arrived in November 2020, when
companies released results of clinical trials showing vaccines’ over 90% efficacy in
preventing COVID-19 in tens of thousands of human subjects who received the
vaccines.!

Most frontline workers lined up to receive shots. The vaccine rollout felt to many like the
first good news in a long time—a kind of scientific and cultural permission to cautiously
exhale a breath held far too long. | cheered when my dad, an emergency room physician
with a perennial cough, sent a photo of his vaccine card to our family chat.

Not everyone saw the unprecedented mRNA vaccines as a remedy to a desperate
situation. Hostility and hesitation were and remain pervasive. Compared to other
wealthy nations, the United States lagged in its rate of vaccination by the end of 2021.2
Many eligible adults refused the jabs. To raise vaccination numbers, mandates were
issued across public and private companies, universities, health care organizations, and
state and local governments.

As an example of a nationwide trend, in June 2021, proof of vaccination against COVID-
19 was required by a federal judge of jurors in a federal trial on pharmacy chains’ roles
in the opioid epidemic.3 The comic’s last panel highlights the fluctuation of
representation in the jury box across history as policy changes rooted out racism,
sexism, and discrimination against poverty.

Did vaccine mandates shift representation in jury boxes unjustly? A litigation consulting
firm found that liberal jurors slightly favor plaintiffs, while conservative jurors slightly
favor defendants. In the June 2021 federal opioid case, defendants prompted the
presiding judge to throw out the mandate for that particular case.# In the final panel of
the comic, over calligraphy in which the words owner, property, and freemen are legible,
the comic reads, "by a jury of one’s peers." Perhaps peers should have an asterisk in our
democratic, civic, and public health deliberations, as we reconsider what it means to be
a citizen of a nation, of the world.
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ART OF MEDICINE
At War With Bodies’ Limits
Michaela Chan

Abstract

In American culture, blood, sweat, and tears mantras of sports remind
athletes that they are expected to perform past their breaking point. This
comic considers this expectation narratively and visually.

Figure. Wounded
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Media
Marker on paper, 9" x 6".

In American culture, a norm to perform to a breaking point seems to inform our lives as
if we live a series of game-time decisions in which we are pressed to ignore tweaks or

twists and “play through pain.” When sports provide identity, an injured athlete can

810 journalofethics.org




experience emotional upheaval. Wounded probes how war-based language reifies
normative expectations that are unhealthy and asks readers to consider an alternative
support-based vocabulary. Too many teammates reenter the (battle) field too soon after
injury, only to collapse, wounded, again.

Indeed, as a varsity volleyball player at university, one of my coach’s favorite shouts
when players were diving for a ball was to “sacrifice your body!” | was obedient to a fault:
| watched a season from the sidelines, propped up by crutches after tearing my anterior
cruciate ligament and meniscus. When my good, remaining knee collapsed a couple of
years later, | knew what lay ahead: depression, crutches, weakness, frustration. | knew |
could not return to high-intensity sports with the same expectations.

Wounded speaks to the presence of warrior culture within American sports. Players are
prepared and expected to play until injuries utterly debilitate them. When athletes are
sidelined by injuries, teammates and fans provide support by envisioning games that lie
ahead. The injured person receives comfort by identifying herself as a wounded warrior,
destined to reenter the (battle) field. But many athletes, at some time, must abstain
from demands and pleasures of play to stay physically intact. Life itself requires us to
grow to respect our limitations, especially as we age, and to cultivate empathy for
ourselves and others. Confrontation with our limitations is, perhaps, a universal human
experience.

To stay emotionally intact throughout upheaval of injury and recovery, a young athlete
does better, perhaps, to embrace this reality: she is not meant to sacrifice her body to
sport. She need not be a warrior, and she can find vibrancy in different, more nourishing
physical exercise.

Wounded probes language, asking companions and caregivers to consider meanings of
“support” as an athlete retools her relationship with athletics following injury. Perhaps a
good coach, too, would do well to carefully consider that we can joyfully push each other
to excel without doing harm and while learning to cultivate compassionate respect for
our limitations. If advice issued by a coach has capacity to incur harm, coaches must
consider the power of their language and its possible reception by those committed to
striving to acquire—but not yet practiced in—the life skill of recognizing their limitations.

Michaela Chan is a graduate student at the School of the Art Institute of Chicago in
[llinois, and her comics start as questions, songs, and conversations.
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ART OF MEDICINE
Appetites Are Not Ethically Neutral
Michaela Chan

Abstract

The comic Donuts illustrates an irony at play: a patient’s gift of a box of
donuts is offered in thanks just as a physician recommends “more
vegetables and less refined sugars.”

Figure. Donuts
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Media
Pen on paper with digital color, 11" x 14"

Donuts is based on my mother’s family practice. Aimost constantly, and especially
around the holidays, her clinic break room table hosts an abundance of cookies, cakes,
and candies from grateful, generous patients. Sweets, especially when homemade or
bought from a favorite baker, “don’t collect dust,” as my mother likes to say.

Ethically, this comic is a visual and narrative investigation of how basic human appetites
might be expressed and responded to in clinical settings. Sugar is a nearly universal
pleasure and, like many pleasures, can be hard to resist and easily overindulged. In
weight management conversations, clinicians educate patients about unhealthy, “empty
calories” offered by refined sugars. Depending on a patient’s goals, refined sugars
should be consumed in moderation or avoided entirely. “Eat more vegetables and fewer
donuts and other sugary sources” is a commonly heard recommendation intended to
help a patient modify habits formed by human appetites we all look to satiate, despite
health needs that require diet consciousness.

This comic represents one strategy for balancing kindness with sincerity by posting a
handwritten sign to express thanks but to maintain consistency in health messaging
and, perhaps, to exert control over which appetites gifts might provoke among
recipients. How such messaging is received also deserves ethical consideration. We
might wonder, for example, what the sign says about how clinicians feel about
temptation and how they respond to their own appetites. The sparse use of color in the
comic might suggest how hard it is for our eye to resist a stark contrast, especially one
that appeals to the delights of consumption signified by a package with a beautiful pink
ribbon, candy in a jar, or frosting on a donut.

Michaela Chan is a graduate student at the School of the Art Institute of Chicago in
[llinois, and her comics start as questions, songs, and conversations.
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ART OF MEDICINE

How Well Do We See White Supremacy as a Source of Harm in the
Culture of Medicine?

Michaela Chan

Abstract

Complicit is a comic that investigates cultures’ limitations in identifying
and investigating their own blind spots. In health care, for example,
medicine is a culture not always well equipped to see its capacity to
harm patients or to save itself from harm incursion mechanisms
endemic to White supremacy, which medicine has long promoted,
intentionally or not, throughout its history.

Figure. Complicit
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Media
Marker and pen on paper, 18" x 24"

Complicit illustrates a traffic jam. In frustration, one person leans on the horn, adding to
the racket of beeps and honks. She then witnesses an outburst from an adjacent driver.
As traffic crawls, the person reorients her thinking from “I’'m stuck in traffic” to “l am
traffic.” She sees how she is part of the problem.

This comic highlights how people operate within sets of hegemonic norms. Such norms
are often invisible—they are inherited and seamlessly perpetuated. Recognizing an
invisible norm takes effort, if not epiphany. Most people act without awareness of the
norms that influence the parameters of their behavior.

The particular hegemonic norm that inspired this comic is whiteness. Historically, in the
United States and elsewhere, colonialism nurtured a race-based hierarchy, illustrated by
immigration policies that favored waves of “White” ethnicities. The character in the
comic may condemn flagrant acts of racism while remaining unaware of the insidious
consequences of her whiteness. The invisibility of whiteness renders both the norm and
the harms that stem from it resistant to critique.

The norms in medical culture are usually invisible to clinicians. Clinicians and staff do
well to understand examples of biased behavior, yet iatrogenic harms of racism cannot
be eradicated from health care until clinicians reflect on and understand their own
position within the cultural hegemony of whiteness. For example, to disrupt the race-
based hierarchy, clinicians might explore whiteness through self-education.

Michaela Chan is a graduate student at the School of the Art Institute of Chicago in
[llinois, and her comics start as questions, songs, and conversations.
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