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HISTORY OF RACISM IN MEDICINE

What happens when a healthcare system that was developed by a
nation founded on the labor of enslaved individuals intersects with a
disease that disproportionately affects communities of color? Shor-

1 worsened quality of life,> and differential

tened life expectancy,
access to what should be an untenable right—health. A brief lesson in
history will demonstrate how these poor outcomes are traced to
structural racism thereby cultivating mistrust and poor outcomes for
individuals with sickle cell disease (SCD). Structural racism refers to
when a system (e.g., health care) assigns value and power based on
race, thereby enabling discriminatory practices and policies that
perpetuate inequity.® Following the Civil War and the emancipation
of enslaved Black individuals, hospitals and physicians refused to
provide medical treatment to Black patients until Congress in-
tervened.” Centuries of prejudicial law led to permissible under-
staffing, mandated segregation, and limiting access to quality
treatment.” While some institutions maintained separate floors for
Black patients, in cities such as Philadelphia, entirely separate in-
stitutions were built to treat minority populations,” highlighting both
theoretical and literal structural racism. The academic medical system
would further contribute to the disproportionate representation of
White physicians through discriminatory admission policies limiting
access to the profession to Black individuals which persists today, as
evidenced by the declining number of Black medical school ma-

triculants.” Further, inhumane and unethical medical practices such as

experimental gynecological procedures without sedation on Black
women,® use of cellular material from patients for research without
consent or approbate,” and overt withholding of curative therapies,
as occurred in the Tuskegee Study with a cohort of Black males in-
fected with syphilis despite the invention of penicillin,’ have all
greatly led to medical mistrust within the Black community. Ulti-
mately these events have contributed to significant health disparities
among marginalized populations, especially Black Americans, and the

erosion of trust.

SCD, RACISM, AND HEALTH DISPARITIES

SCD is the most commonly detected genetic condition on newborn
screenings in the United States, yet it is also one of the most ne-
glected with regards to medical advancements and interventions.
This can be directly tied to the significant underfunding of SCD re-
search. Compared to other genetically inherited diseases such as
cystic fibrosis (CF) which affects one-third as many people as SCD,
funding from the National Institutes of Health and private founda-
tions were 3.5 times and 440 times higher for CF than SCD, re-
spectively.” It is hard to believe that these discrepancies are
coincidental when reminded that CF affects predominantly White
individuals, whereas SCD affects predominantly underrepresented
minorities. The real-life consequences of this disproportionate allo-

cation of funds are represented in the availability of medications to
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treat these conditions. While the Food and Drug Administration has
approved 15 medications for CF, there are a mere 4 for SCD.'°
Additionally, the implications around access to care are demonstrated
in the limited number of comprehensive specialty care centers for
SCD (30 recognized centers for 100,000 people), which is in sig-
nificant contrast to the increased centralization and funding of cen-
ters for other genetic conditions such as CF (280 accredited centers
for 30,000 people) and hemophilia (140 centers for 30,000 people).”
While the National Heart, Lung, and Blood Institute's guidelines for
SCD include efficacious prevention strategies such as penicillin pro-
phylaxis and transcranial doppler screening, without SCD centers,
execution and uptake is lacking.*’

Though funding and pharmaceutical options certainly contribute
to disparate outcomes, the longstanding history of unequal treatment
experienced by individuals with SCD may help to further explain
mistrust system as being a symptom of the larger problem. Moreover,
healthcare provider bias contributes to inequitable care that patients
with SCD experience. As mentioned earlier, the number of Black
physicians in America is not representative of the growing minority
population. This underrepresentation has direct implications when
considering that patient-provider race concordance has been linked
to better patient adherence, clinical outcomes, and continuity of
care.’? In a sample of patients with SCD and their families who re-
ceived care from majority White providers, most felt that race af-
fected the quality of healthcare that patients with SCD receive,
whereas a minority of staff shared those beliefs.*® This discrepancy
highlights the importance of examining the differences in perspective
between patients and the medical team when those caring for the
patient differ by race as provider attitudes and biases may contribute

to health disparities through unequal care delivery.

PAIN BIAS

Pain is considered one of the hallmark complications of SCD, caused by a
complex process initiated by the transformation of deoxygenated red
blood cells into a rigid, sickle shape. Vaso-occlusive pain episodes can be
unpredictable, but unlike an X-ray that can detect a broken bone, there is
no clinically available objective measure of pain. Rather, the development
of rating systems such as the Faces scale," allow for a number to be
assigned to an experience. The proceeding actions taken by medical
providers depend on whether they believe the patient's report. When
presenting to the healthcare system, patients with SCD are faced with the
question of, will they believe my pain? This is where the system fails, and
the roots of mistrust are unearthed. In a study assessing provider's beliefs
about patients with SCD, common themes related to being “drug seeking”
in that their symptoms were perceived as exaggerated or for the purpose
of secondary gain, highlighted the ways in which bias stigmatizes those
seeking help.'> When a provider enters the interaction with a pre-
conceived notion about the patient's motives, we perpetuate a system of
mistrust. This starts at a young age and impacts disease-related outcomes.
In a sample of adolescents with SCD, pain stigma was associated with
greater pain interference and worse quality of life.'®

A PATIENT'S JOURNEY

SCD is a debilitating illness that not only affects one's physical health, but
one's mental and emotional health, as well. Due to the stigma of the
disease, individuals afflicted with this disorder have historically expressed
concern with feeling misunderstood, unheard, and uncared for by their
healthcare providers®’; the ones who are charged to provide holistic,
ethical, and unbiased care. A patient's journey in navigating SCD is made
difficult when unhealthy assumptions, whether unconscious or explicitly
biased by healthcare providers, are treated as objective, thus leading to
harmful practices among this patient population.

As a healthcare team member and a person living with SCD, par-
taking in dual roles has allowed for the understanding that intentional
empathy is lacking for this patient population. The effects of SCD are
multi-faceted. It affects one's home life, school, work, relationships, etc.
Patient-centered care is the practice of caring for patients and their
families in a way that is meaningful and valuable to the individual. When
patient-centered care is at the forefront, intentional empathy in the form
of being fully present, has the potential to fuel connection. It helps to
create a space where patients and healthcare providers can be vulner-
able with each other. When we choose to be intentional about practicing
empathy, we break the unequitable power dynamic. We are helping to
facilitate a space where trust can be developed. Providing care to
someone living with SCD requires looking at the whole person, actively
listening, engaging in perspective taking, and having the willingness to

advocate on behalf of a patient when needed.

HOW PROVIDERS CAN REGAIN TRUST

So how do we dismantle the effects centuries of racism in medicine
have had on trust? We must critically evaluate both the systems and the
individuals that fuel discriminatory practices. Building upon Elander and
colleagues' model'® of factors that influence concern-raising behaviors
in SCD care, we demonstrate the individual, hospital, and socio-cultural
factors that impact the patient-provider interaction and are susceptible
to perpetuate mistrust or strengthen trust in Figure 1.

On a system level, we must ensure the care being provided is
evidence-based and equitable. For example, standardized pain algo-
rithms (e.g., when to escalate pain management) and personalized
pain plans (e.g., preferred analgesics and dosing) can reduce emer-
gency department wait times and prevent delayed administration of
analgesia for patients with SCD.*” It also requires healthcare leaders
to invest in educating its learners and providers about SCD, parti-
cularly those who may interact with patients in an acute care setting.

At an individual level, we must each explore one's implicit biases and
how past experiences may influence future interactions. Verbal and
written language in medicine can heavily influence patient-provider in-
teractions and decision making. Stigmatizing language (e.g., “drug seek-
ing,
bias and negatively shape the impressions of all medical team members

» » o«

sickler,” “snowed,” and “frequent flyer”) has the power to perpetuate

including naive learners. As providers we are tasked with both eliminating

these words from our vocabulary and have a responsibility to teach
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FIGURE 1 Adapted model of contributory factors that affect patient-provider trust.

others about the harmful effects when these words are used. Critically
evaluating the language being used to describe patients while rounding or
in the medical record is necessary to avoid introducing other team
members to biases.””

Trust is built on respect and requires humility. Effective, cultu-
rally relevant communication can aid in improving trust. Patients
often experience psychosocial pressures that are compounded by
their physiologic pain. Being able to effectively communicate with a
patient, creating an opportunity for the provider to connect and
express empathy, can allow space to elucidate potential confounders
of a patient's pain experience. This can help the provider gain more
insight into the needs and/or fears of the patient and potentially
mitigate these concerns, significantly improving the patient's ex-
perience of the care being delivered, and thereby improving trust as
well. These are the actions that personalize the care experience and
rebuild trust. It is important for providers to acknowledge the impact
that decades of systemic injustices have had on the patient-provider
relationship. By truly listening to the patient's lived experience, one's
internal biases, and the language that is shared around you, we can
collectively reduce disparities and
with SCD.

improve care for patients
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