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Disparities in Lupus and the Role of Social Determinants of
Health: Current State of Knowledge and Directions for
Future Research
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Edith Williams,10 Ed Yelin,11 Sanoja Shah,2 and Karen H. Costenbader4

Systemic lupus erythematosus (SLE) is a chronic autoimmune disease. The complex relationships between race and
ethnicity and social determinants of health (SDOH) in influencing SLE and its course are increasingly appreciated. Mul-
tiple SDOH have been strongly associated with lupus incidence and outcomes and contribute to health disparities in
lupus. Measures of socioeconomic status, including economic instability, poverty, unemployment, and food insecurity,
as well as features of the neighborhood and built environment, including lack of safe and affordable housing, crime,
stress, racial segregation, and discrimination, are associated with race and ethnicity in the US and are risk factors for
poor outcomes in lupus. In this scientific statement, we aimed to summarize current evidence on the role of SDOH in
relation to racial and ethnic disparities in SLE and SLE outcomes, primarily as experienced in the U.S. Lupus Founda-
tion of America’s Health Disparities Advisory Panel, comprising 10 health disparity experts, including academic
researchers and patients, who met 12 times over the course of 18 months in assembling and reviewing the data for this
study. Sources included articles published from 2011 to 2023 in PubMed, Centers for Disease Control and Prevention
data, and bibliographies and recommendations. Search terms included lupus, race, ethnicity, and SDOH domains.
Data were extracted and synthesized into this scientific statement. Poorer neighborhoods correlate with increased
damage, reduced care, and stress-induced lupus flares. Large disparities in health care affordability, accessibility,
and acceptability exist in the US, varying by region, insurance status, and racial and minority groups. Preliminary inter-
ventions targeted social support, depression, and shared-decision-making, but more research and intervention imple-
mentation and evaluation are needed. Disparities in lupus across racial and ethnic groups in the US are driven by
SDOH, some of which are more easily remediable than others. A multidimensional and multidisciplinary approach
involving various stakeholder groups is needed to address these complex challenges, address these diminish dispar-
ities, and improve outcomes.

INTRODUCTION

Racial and ethnic disparities in the burden of lupus
in the US. Systemic lupus erythematosus (SLE) is an autoim-
mune disease with heterogenous presentation and

manifestations ranging from mild to life threatening. Despite

advances in the understanding and treatment of lupus over the

past five decades, large racial and ethnic disparities persist.

Because of its heterogeneity and often difficult or delayed diagno-

sis, capturing all cases of SLE has been a challenge for
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population-based epidemiology studies. The Centers for Disease
Control and Prevention (CDC)–funded registries in counties
throughout California, Georgia, Michigan, and New York, along
with Indian Health Service regions, provide estimates of SLE prev-
alence based on the 1997 American College of Rheumatology
classification criteria (which have imperfect sensitivity and speci-
ficity) (1–4). In the California Lupus Surveillance Project study,
the age-standardized physician-reported prevalence of SLE per
100,000 between 2007 and 2009 was highest among Black
and Hispanic women (5). The Manhattan Lupus Surveillance Pro-
gram collected data during the same time period and found SLE
prevalence to be approximately three times higher among Black
people in comparison with White people (211 vs. 64 per
100,000 person-years), as well as 2.2 higher for Hispanic popula-
tions and 1.4 times higher for Asian populations (1). Similarly, the
Georgia Lupus Registry data demonstrated the incidence of SLE
was almost threefold higher in Black women versus White women
from 30 to 59 years of age (2). Summarizing the CDC’s five
national lupus registries, a 2018 meta-analysis estimated overall
SLE prevalence per 100,000 persons to be 271 for American
Indian/Alaska Native women (acquired from the Indian Health Ser-
vice registry only), 231 for Black women, 121 for Hispanic
women, and 85 for White women (3). This evidence points to a
strikingly high lupus prevalence among Black, Native American,
and Hispanic people in the US, which is a disturbing health dis-
parity (6,7).

Additionally, a large body of literature documents that Asian,
African American/Black, and Hispanic Americans have had
poorer outcomes than non-Hispanic White patients in the US with
SLE-related mortality highest among patients who are Black (8,9).
Large disparities in lupus nephritis incidence and outcomes have
been found repeatedly across racial and ethnic groups in the US
(10,11). Among US Medicaid recipients, lupus nephritis was four
times more common among Black than White people with SLE
(7). Hispanic patients in the California Lupus Registry had over
3.5-fold higher odds of kidney involvement compared with White
patients (12). The risk of developing end-stage renal disease
(ESRD) necessitating dialysis or renal transplantation because of
lupus nephritis has been much higher among Black, American
Indian/Alaska Native, and Hispanic patients compared with
Whites and Asian populations (2,10,13). In the Georgia Lupus
Registry, newly diagnosed Black patients had a higher incidence
of developing ESRD than White patients (14). Cardiovascular dis-
ease, the leading cause of death in SLE, is also characterized by
large racial and ethnic disparities among people with SLE. Black
race has been associated with elevated risk of myocardial infarc-
tion and stroke among patients with SLE (11,15–18). For exam-
ple, a large cohort study found that Black patients with SLE had
a 14% higher risk of cardiovascular disease compared with White
patients (15). Additionally, in a study of inpatient data, both the
likelihood of developing venous thromboembolism and hospitali-
zation for it were two to three times higher among Black patients

compared with White patients with SLE (18). Lastly, SLE-related
mortality rates are also much higher among non-White racial and
ethnic groups in the US. In nationwide data from 1968 to 2013
death certificates, the mortality rate from SLE was approximately
four times higher for Black versus White people (19). Death certif-
icate data from 2000 to 2015 showed that SLE was the fifth/sixth
overall cause of death among Black and Hispanic females ages
15-44 (8). Similarly, in the Georgia Lupus Registry, Black women
in Fulton and Dekalb counties in Georgia died an average of
13 years earlier than did White women (20).

Thus, large disparities in SLE across racial and ethnic groups
in the US are well established by past studies, and non-White
groups, in particular Black/African Americans, have much higher
incidence, severity and complication rates, and mortality than
Whites. Native American populations also appear to suffer a high
incidence and severity of SLE, although population-based data
are not as plentiful (21). Empirical evidence from a county health
rankings study examining the impact of modifiable health factors
on health outcomes demonstrated that clinical care only
accounted for 16% of overall health outcomes, whereas socio-
economic factors accounted for 46% (22). Low socioeconomic
status (SES) is a risk factor for poorer outcomes in lupus. Low
SES intersects and is interconnected to established domains of
the social determinants of health (SDOH), including poverty, lack
of access to a high-quality education or employment, low access
to adequate, quality care, neighborhood violence, toxic built envi-
ronments, and unfavorable social and community conditions (23).
Exposure to social disadvantage and low social positioning can
have detrimental biological effects over the lifespan that conse-
quentially lead to poorer health outcomes (24,25). The objective
of this scientific statement is to address the relationship between
SDOH and racial and ethnic disparities and potential interventions
to reduce these health disparities in lupus (Figure 1). Studies
included highlight current knowledge about the contribution of
SDOH to these racial and ethnic disparities in SLE in the
US. This scientific statement is intended to be used by clinicians,
researchers, public health practitioners, industry leaders, and pol-
icy makers to swing the pendulum toward health equity for histor-
ically marginalized individuals living with SLE.

METHODS

In October 2020, the Lupus Foundation of America con-
vened a panel of lupus and health disparity experts to address
barriers and facilitators for reducing health disparities in people
with lupus. Together the panel provided expert opinion about
structural factors that result in unequal distribution of resources.
This unequal distribution of resources drives the development of
social inequities and barriers to access to care that facilitate the
development of health disparities.

The Lupus Foundation of America’s Health Disparities Advi-
sory Panel is composed of individuals from various academic
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institutions, nonprofit organizations, and patients. All 10 members
of the panel have expertise in health disparities research, lupus,
and the abundantly nuanced challenges related to achieving
health equity. The panel provided input and guidance to the struc-
ture and topics of this scientific statement/review. Studies were
identified by searching PubMed for studies published from 2011
to 2023, other sources, including CDC data, study bibliographies,
and recommendations, were also included. We identified both
primary publications and review articles as well as referrals from
members of the advisory panel. Database search terms included
lupus, race, ethnicity, and domains of SDOH. Data related to the
primary objective were extracted and results synthesized into this
scientific statement. The advisory panel helped with identification
of search terms and outlining the results of the scientific state-
ment. The studies summarized in this scientific statement outline
major epidemiological findings and novel findings related to social
determinants that prove detrimental in SLE.

RESULTS

SDOH and disparate lupus outcomes. As in many
chronic diseases, low SES is a strong risk factor for poor out-
comes in SLE, and racial and ethnic disparities in US patients with
lupus are observed in groups with social, economic, or environ-
mental disadvantages. Poverty and lower educational level are
strong predictors of lower health-related quality of life in SLE
(26). Lower SES is also strongly associated with poor outcomes
in SLE, including renal and cardiovascular disease (7,17,27). His-
torical and current anti-Black racism, discrimination, and social

exclusion also play roles in differences in health outcomes among
people living with lupus as outlined in Figure 1 (28). Disentangling
exactly how each of these connected social factors contributes to
health disparities in lupus is challenging. Still, it is important
to understand that SDOH impacts health outcomes outside clini-
cal walls so that evidence-based solutions, including policies
and evidence-based interventions addressing SDOH, can be
developed to reduce disparities in lupus.

Economic instability. Economic stability is important for
the ability to self-manage lupus and includes adequate employ-
ment, food security, and affordable and safe housing (30). Studies
demonstrate that living in poverty or having lower SES is associ-
ated with reduced SLE-related physical functioning, increased
incidence of depression, and increased risk of mortality
(7,30,31). For example, data from the Georgians Organized
Against Lupus study comprised patients with lupus from minority
communities demonstrated that a lower poverty:income ratio
(lower ratio indicates higher poverty) was associated with worse
self-reported physical functioning, potentially contributing to dis-
parities in Black people with lupus (32). In the same cohort, Black
people with lupus were twice as likely to experience job loss fol-
lowing diagnosis than Whites (33). Although standardized unem-
ployment ratios comparing the risk of unemployment in the
general population to those for people with lupus were similar
across race and SES, they were greatest for people with lupus
with severe disease activity and organ damage (33). A recent sys-
tematic review to synthesize data regarding the economic burden
of SLE identified that SLE has significant indirect and direct cost

Figure 1. This figure presents an adapted illustration based on the Robert Wood Johnson Foundation’s Commission to Build a Health America
model. It encompasses various domains that mirror the SDOH, as delineated in the scientific statement. These SDOH correlate with adverse lupus
outcomes in racially and ethnically marginalized communities, specifically among African American/Black and Hispanic communities. Our depicted
model offers a framework that informs our scientific statement. It emphasizes the influence of SDOH on disproportionate outcomes and under-
scores suggested or strategies under investigation that are intended to mitigate racial and ethnic disparities in lupus. SDOH, social determinants
of health.
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implications for people with lupus (34). These studies suggest that
people suffering from the greatest impact of lupus have a greater
risk of having reduced work productivity, subsequently leading
to transition into poverty or low SES.

Both low SES and poverty have been associated with
increased mortality in lupus, irrespective of race. In a 2009 analy-
sis of 807 subjects with lupus, after adjusting for age, poverty
was associated with a 2.14 times greater risk of mortality (35).
However, after adjusting for the extent of lupus-related organ
damage and age, poverty was no longer associated with an
increased risk of mortality, suggesting that one potential mecha-
nism by which poverty leads to higher SLE-related mortality is
through damage accumulation (35). Still, US Census Data analy-
ses have shown that average annual mortality rates were highest
among Black people with lupus living in average-income, South-
ern and/or urban areas, and lowest among White, Hispanic, and
Asian persons living in average-income areas, suggesting that
race as a social construct transcends SES alone as a risk factor
for SLE-related mortality risks (27). In the Hopkins Lupus Cohort,
a graded relationship between income and having cardiovascular
disease risk factors was observed (smoking, obesity, hyperten-
sion, hyperlipidemia, diabetes mellitus, myocardial infarction, and
cerebrovascular accident) among White patients, but only current
smoking status and diabetes were associated with lower income
in Black people with lupus (17). In the same study, Black race
was associated with obesity and hypertension, regardless of
income. Although higher SES was associated with lower risk
of myocardial infarction among White race, higher SES was not
protective against myocardial infarction in Black people with lupus
(17). These studies suggest that economic instability plays a role
in creating disparate outcomes in lupus, but that increased
income itself may not provide sufficient health benefits for all racial
and ethnic minority groups. Additional studies are needed to
understand the compounding effects of SES by various defini-
tions and the social experience of race in the US, on overall lupus
outcomes.

Neighborhood and built environment. Accessibility to
safe and walkable neighborhoods and environments are condu-
cive to optimal health and well-being for all, including people with
lupus. The Lupus Outcomes Study revealed that poor people
with lupus living in residential areas of concentrated poverty had
more damage accrual than impoverished people living in nonpov-
erty areas (36). In this same study, people who exited poverty per-
manently had similar accrual rates of lupus-related organ damage
over time as those who were never in poverty, but significantly
less than those who remained in poverty (36). Depression, stress,
and cognitive impairment may be related to increased damage
accumulation for people living in poor or unsafe neighborhoods
(36). In the Lupus Outcomes Study cohort, challenges in manag-
ing food, medical care, and housing insecurity, along with expo-
sure to crime, were sources of continual stress for people living

in impoverished neighborhoods. In the Black Women’s Experi-
ences Living with Lupus study, women living in highly segregated
census tracts were at greatest risk of depression because of
increased exposure to neighborhood disorder (37). According to
data extracted from electronic health records at an urban US aca-
demic center, residence in a disadvantaged neighborhood was
the strongest factor predicting poor retention in care for patients
with lupus (38). In the same study, Black patients were 10 times
more likely to live in the most disadvantaged neighborhood quar-
tile (measured by validated area deprivation index) compared with
White patients; race was not independently predictive of retention
in care (38). These data suggest that solutions targeted at over-
coming neighborhood context, including segregation, safety,
and housing and food insecurity among others, might be benefi-
cial in addressing lupus disparities.

Social and community context. Racism, discrimination,
stress, abuse, and adverse childhood experiences (ACEs) also
contribute to poor lupus outcomes. Racism, and not race, has
been identified as a major driver of Black mortality in the US, and
racism is arguably the most potent risk to the health of Black
patients with lupus in the US (39). An analysis of racial discrimina-
tion in a subset of patients from the BeWell cohort indicated that
SLE activity and organ damage were significantly associated with
racial discrimination (40). In BeWell, anticipatory racism stress,
defined as psychological and/or physiological arousal related to
anticipation of experiencing racism in the near future, was also
associated with significantly greater lupus disease activity, con-
tributing to racial disparities in outcomes (41). The negative
impacts of racism are seen not only from personal and anticipa-
tory racism, but also from distress associated with witnessing rac-
ism, which was associated with greater lupus disease activity in
the BeWell cohort (42,43).

Childhood and adult stress-related disorders have also been
implicated as drivers of disease activity in lupus. In both the
Nurses’ Health Study II and the Black Women’s Cohort Study,
exposure to childhood physical and emotional abuse were asso-
ciated with almost threefold elevated risk of developing lupus
among women (44,45). In the California Lupus Epidemiology
Study, reporting ACEs was more common among older people,
Hispanic and Black people, and people without college degrees.
People who reported ACEs were more likely to also have greater
self-reported SLE activity, depression, and worse health sta-
tus (46).

In the LUMINA cohort study, Black participants had less
social support than White participants, and less social support
was a predictor of greater SLE disease activity over time (47).
Similarly, the GOAL study qualitative data analysis demonstrated
that social support needs were related to the magnitude of lupus
severity among Black women (48). The GOAL study also found
that social support protected against depression (48). A random-
ized trial of a theory-based intervention centered on improving
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self-efficacy and social support for patients with SLE demon-
strated improved outcomes, including improved couple commu-
nication, self-efficacy for SLE management, and mental health
status, as well as decreased fatigue at 12 months (49). Further
research on social and community context influencing lupus out-
comes, including racism, discrimination, adverse experiences of
childhood, and interpersonal violence, as well as interventions to
improve social support and self-efficacy, are needed.

Education access and quality. High-quality education is
associated with health beliefs that align with optimal health out-
comes and greater knowledge to engage in self-advocacy within
the health care system. Lupus significantly limits opportunities to
engage in postsecondary education in minority communities; in
the Lupus Outcomes Study, Black versus White, adult patients
with childhood-onset SLE from diverse backgrounds were 37%
less likely to go to college (50). Lower educational attainment
and academic achievement intersect with decreased self-
efficacy, inappropriate medication-taking behaviors, and missed
medical appointments, particularly among people with lupus from
racial and ethnic minority groups. When compounded, these can
lead to worse lupus outcomes (51–53).

Multiple studies of people with lupus have associated lower
education status with higher prevalence of depression or anxiety
(54,55). For example, in an analysis comparing individuals with
childhood SLE and adult-onset SLE, lower educational attain-
ment, independent of poverty status, was most strongly associ-
ated with major depression risk in both groups, and the
observed effect was greater for individuals with childhood versus
adult-onset lupus (55). Similarly, people with lupus with less than
or high school level education reported higher need on the SLE
Needs Questionnaire than did people with lupus with college or
advanced degrees (54).

Health care access and quality. Health care access and
quality are evaluated based on affordability, availability, accessibil-
ity, accommodation, and acceptability. To acquire access to
high-quality care, these factors must intersect with a patient’s for-
titude and motivation to engage in health-seeking behaviors. Past
studies have examined challenges patients with lupus experience
related to health care affordability, accessibility, and acceptability.

Health care affordability reflects a person’s capacity to afford
direct, indirect, and opportunity costs associated with health care
services. SLE is associated with significant direct and indirect
costs limiting access to care. One study demonstrated that even
in a single-payer, publicly funded health care setting, low SES at
SLE diagnosis was associated with significantly greater direct
medical costs (56). Some direct cost estimates include $33,223
for all cost components for the general SLE population, $71,334
for people with LN, and $13,494 to $55,344 for severe or
active SLE (57). Furthermore, the difference in predicted mean-
per-person-year incremental direct costs of SLE indicated that

the difference in total cost between people with low SES and high
SES is $1922 (56). People with SLE also experienced higher indi-
rect costs ranging from $1252 to $20,046 for the general SLE
population and up to $18,034 for people with LN, because of
the decreased ability to provide childcare or conduct household
work and unemployment leading to reduced access to employer
benefits (57). An extensive analysis of claims data revealed a con-
siderable increase in the annual cost of health care related to
lupus. Specifically, the findings indicated that the incremental
expenditure was approximately $10,984 higher when compared
with the health care costs incurred by individuals without lupus.
The analysis further delineated a notable disparity in health care
costs among patients with lupus. Those individuals who experi-
enced severe flares were found to incur health care costs that
were approximately double those of patients with moderate to
mild flares (58). Others have shown that maintaining a low lupus
activity state more than half the time reduced annual direct medi-
cal costs by 25.9% (59). Additionally, research has highlighted
significant differences in health care costs based on insurance
types. A particular study showed that total unadjusted health care
costs were notably higher for Medicaid-insured individuals com-
pared with their commercially insured counterparts with lupus
(60). Cost-related prescription adherence was evaluated in the
Michigan Lupus Epidemiology and Surveillance study. This
research revealed that patients with lupus were twice as likely to
report cost-related prescription nonadherence as a strategy to
economize, which included behaviors such as skipping dosages,
reducing medication intake, and delaying prescription refills, in
comparison to agnostic patients with lupus (61).

Health care access can be more challenging for uninsured or
under-insured people with lupus or those with public insurance,
possibly leading to worse outcomes. Studies demonstrate that
those with lupus nephritis, especially from racial or ethnic minority
groups (eg, Black people with lupus, who were most likely to be
uninsured or without private insurance), are more likely to receive
inadequate ESRD care, potentially worsening disease outcomes
(10,62–64). Another large cross-sectional study found that unin-
sured patients with lupus received lower-quality preventive care
compared with those with health insurance, as measured by per-
formance on 13 quality measures, such as sun avoidance coun-
seling and traditional CV risk factor assessment (65).
Furthermore, a study demonstrated linkages between being unin-
sured and experiencing depression among predominately Black
women with chronic cutaneous suggesting that limited insurance
coverage and subsequent limited access to care may increase
the risk mental health challenges (66).

The substantial economic burden associated with SLE has
the potential to impede patient access to adequate health care,
which can trigger a cascade of consequences from increased
flare severity, heightened, sustained disease activity, and ulti-
mately amplification of existing disparities. Research conducted
by Yazdany and colleagues highlighted that 16.5% of patients
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with SLE were readmitted to the hospital within 30 days of dis-
charge. These patients were more likely to be from a marginalized
racial or ethnic group or on either Medicare or Medicaid (67). The
study further demonstrated that organ damage, particularly renal
involvement, led to increased annual direct costs (67).

Research indicates that racial and ethnic minorities with
lupus often experience significant challenges accessing high-
quality care. Health illiteracy, a key determinant in individual health
care accessibility, may be a limitation. For example, a study of
323 patients from the California Lupus Epidemiology Study
demonstrated that 38% of the people with lupus had limited
health literacy, correlating with significantly worse scores in all
patient-reported outcomes (eg, physical functioning and SLE dis-
ease activity measures) except disease damage (68). Another
observational study indicated that Black and Hispanic people with
lupus received fewer rheumatologist referrals and were less likely
to receive pre-ESRD nephrology care than their White counter-
parts (63). The COVID-19 pandemic further amplified these dis-
parities by limiting access to care (69). Increased travel burden
was associated with more missed appointments and medication
nonadherence, particularly among Black patients with lupus,
due to including reliance on caregivers, financial constraints, and
physical limitations (70,71). In an integrated care management
program, 66% of patients reported concerns about medication
access, and 61% about unmet transportation needs (61%) (72).
Specialist diagnosis in American Indian/Alaskan Native people
with lupus increased the likelihood of quality care indicators, such
as having SLE classification criteria documented, being tested for
biomarkers of disease activity, and receiving treatment with
hydroxychloroquine (73). Medication quality and evaluation in
minority groups have also proven challenging. People with lupus
across racial and ethnic minority groups are less likely to enroll in
lupus clinical trials that evaluate the effectiveness of medication
on reducing disease activity and flares. Falasinnu et al found that
racial and ethnic minorities only accounted for 49% of 193 clinical
trial participants, while representing 70% of SLE cases in the US
(27). This can exacerbate existing disparities in lupus as
researchers cannot evaluate whether experimental interventions
are safe and effective across different groups. Excessive consent
forms, childcare, work, unpredicted personal and health-related
issues, misunderstanding of the scope and benefits of the inter-
vention, mistrust related to racism, concerns about assignment
to placebo groups, strict study exclusion criteria, and transporta-
tion issues contributed to decreased access (74–76).
Researchers have proposed that these barriers could dispropor-
tionately affect people with lupus from racial and ethnic minority
groups and hypothesized that interventions aimed at reducing
these barriers could facilitate access to clinical trial participation
and renal transplantation, for example (10,64,74).

Geography affects access to treatment, for example, people
with lupus in the Northeast were more likely to receive immuno-
suppressive therapy compared with those living in the South

(67). A review of Medicaid data showed that patients with lupus
nephritis residing in the Northeast were more likely to receive
immunosuppressive therapy compared with those living in the
South and the Midwest, because of inadequate access to ambu-
latory care (77). In a cohort in the Bronx of patients with lupus
mainly covered by public insurance, some were forced to live in
shelters, putting them at high risk of immunosuppression-related
infections (78).

Lower-quality, inconsistent care is often sought by racial and
ethnic minority groups, even when affordability is not a barrier
(79); causes are multifactorial (79). Groups who have been mar-
ginalized may perceive that health care environments are not wel-
coming or affordable and may be socially averse to environments
that offer the highest quality care options (80). Conversely, the
same provider may administer lower-quality care to minority
patients in comparison with their nonminority counterparts
because of implicit bias, perceived difference in need/benefit, or
culturally insensitive system designs that fail to meet the needs
of minority groups (81). For example, Black and Hispanic people
with lupus received fewer rheumatologist referrals and were less
likely to receive pre-ESRD nephrology care than their White coun-
terparts in an observational study (63). Accordingly, significant
disparities in the quality of care for low income, low education,
and/or publicly insured people with lupus persist (82,83). In an
electronic health record study of people with lupus, a majority of
whom were Black, study authors found that race, public insur-
ance, and care fragmentation were independently associated
with SLE-derived damage. Moreover, Black and publicly insured
people with lupus were more likely to experience care fragmenta-
tion compared with White or privately insured people with lupus
(84). Another study reported that Black women with SLE who
self-reported unfair medical treatment were more likely to report
greater damage compared with those who did not (85). Similarly,
Black and Hispanic patients with lupus nephritis were less likely to
receive pre-ESRD care and less likely to be placed on the kidney
transplant waiting list within the first year of ESRD diagnosis, com-
pared with White patients (64). Further, Medicaid beneficiaries or
uninsured individuals were less likely than those with private insur-
ance to be placed on the waitlist and it has been hypothesized
that this could be due to a lack of health care provider-led patient
education on ESRD treatment options (63,64). Among Medicaid
patients with SLE, those who were Black or American Indian/
Alaskan Native patients prescribed hydroxychloroquine were less
likely thanWhite patients to receive recommended baseline retinal
examinations (86). Although there have been technological
advancements and improved maternal-fetal outcomes for women
with lupus, pregnancy can complicate active lupus and exacer-
bate compromised renal function (87). Thus, contraception is
important to prevent pregnancy in women with lupus who are at
increased risk for health complications or medication teratogenic-
ity with unintended pregnancy. Compared with White women
with SLE, Black women had 11% lower odds of any
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contraception dispensing and 29% lower odds of “highly effective
contraception use” (use of long-acting reversible contraception
methods, intrauterine devices and implants, or sterilization) (88).
Quality of care affects SLE-related damage accrual rates and dis-
ease activity, particularly among Black and Hispanic patients and
those publicly insured (89–92).

Black patients with lupus and those with public insurance
also have greater risk of hospitalization readmittance compared
with White and/or privately insured people with lupus. Black
patients with lupus have been reported to have significantly
greater odds of having more lupus-related hospitalization
charges, discharges to rehabilitation or nursing facilities, and
longer duration hospital stays compared with White patients
(93,94). Readmission has also been shown to occur more fre-
quently among Black and Hispanic people with lupus compared
with White people with lupus and those with public (Medicaid or
Medicare) versus private insurance (62,67). Patients with lupus
from racial and ethnic minority groups have also been found to
be more likely to be hospitalized due to a preventable cause. A
study of Medicaid patients with lupus found that Black patients
had a 22% greater risk of hospitalization due to vaccine-
preventable illness compared with White patients (95). Risk fac-
tors, including insurance status and race and ethnicity, have been
shown to increase the risk of lupus hospitalization. An analysis of
hospital claims data showed that specific racial and ethnic minor-
ity people with lupus had the highest odds for a preventable lupus
hospitalization including those who were at least 40 years old, or
on Medicare or Medicaid (94). In a different study, the cumulative
mortality rate was highest among Medicaid beneficiaries with LN
and highest among Black patients (96). Collectively, these studies
suggest that social impacts of race and ethnicity may drive hospi-
talizations that were otherwise preventable with the right
resources and tools.

High-quality patient–physician relationships impact treat-
ment decision-making and lupus outcomes and must be accept-
able to enhance a patient’s perception of the various aspects of
services and appropriateness of care. In a population-based
cohort of mostly Black people with lupus, disease activity and
depression were independently associated with suboptimal qual-
ity of overall provider’s interpersonal style; depression was inde-
pendently associated with suboptimal quality of overall
physician–patient communication (97). Authors postulated that
shared-decision-making improvements were warranted given
that this approach to care was only implemented “sometimes”
(97). Patients’ trust in physicians can impact cooperativeness in
shared decision-making. A cross-sectional study revealed Black
patients with lupus agreed to immunosuppressive treatment with
cyclophosphamide less often than White people with lupus if their
lupus were to worsen (98). In that study, Black race was inversely
associated with willingness to receive treatment, whereas
patient–physician trust and perception of treatment effectiveness
were associated with willingness to receive cyclophosphamide

(98). Thus, improvements in patient–physician trust have the
potential to impact decision-making among people with lupus.
Patient–physician relationships also influence lupus outcomes; a
report showed that people living with lupus across racial and eth-
nic groups had lower odds of depression if they had visited a
health care provider in the last year and if they reported better
patient–physician interactions (66). A less-developed body of evi-
dence suggests that health literacy affects patient-reported out-
comes but not disease activity (68).

Proposed or studied interventions. In addition to the
randomized trial of patients with lupus and their support persons,
which proved the efficacy of an intervention to improve self-
efficacy and social support, the feasibility and effectiveness of
the Peer Approaches to Lupus Self-Management program, a
peer mentoring tool to improve health behaviors, beliefs, and out-
comes in Black women with SLE, has been reported (99,100).
Additional self-management programs have been evaluated in
pilot and feasibility studies (101–103). Proposed or ongoing inter-
ventions also include mobile health/technology-advancing
interventions (104,105), mindfulness-based cognitive interven-
tions (106), and cardiovascular/resistance training exercise-
focused interventions (107). The majority of these aimed to
improve disease self-management and quality of life. A random-
ized pilot study of 30 Black patients with SLE, the Balancing
Lupus Experiences with Stress Strategies study, focused on facil-
itating intervention workshops to reduce incidence of depression
and stress and reported that the use of stress reduction tech-
niques significantly affected depression, social capacity, health
distress, fatigue, pain, and lupus self-efficacy (103). However, evi-
dence of similar interventions having an impact on SLE disease
activity is still limited. Policy interventions being tested and imple-
mented include care coordination interventions, as well as feasi-
bility and accessibility studies of the use of novel quality
indicators to improve care in rheumatology clinics (108,109).

DISCUSSION

Numerous SDOH could potentially underpin the racial and
ethnic health disparities observed in SLE within the US. Financial
instability, as indicated by employment status and income, is
more prevalent among individuals with lupus from historically
underrepresented racial and ethnic minority groups. This precari-
ous economic condition may lead to an elevated disease burden
and diminished access to health care. Similarly, lower educational
attainment, predominantly observed among Black and Hispanic
patients with lupus, correlates with poorer disease outcomes.
Figure 1 encapsulates the SDOH and proposes potential policies
and interventions that could alleviate some of the challenges
delineated herein. Nonetheless, it is imperative to recognize that
the mitigation of racism (as highlighted in Figure 1), which is
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postulated to be a primary driver of these disparities within the
US, may not be achievable in the immediate future.

People with lupus from racial and ethnic minority groups,
when compared with White people with lupus, are also more likely
to have limited access to high-quality lupus care and less likely to
have medical insurance, both of which influence lupus disease
outcomes. Quality of care may be linked to patient–physician mis-
trust, suggesting a need for solutions aiming to improve patient–
physician dynamic, especially among people with lupus from
racial and ethnic minority groups.

This scientific statement also captures the implications of
reduced access to clinical trial opportunities and neighborhood
and social factors (eg, neighborhood-level poverty) on inequitable
outcomes, including depression and anxiety, quality of life, and
lupus disease activity. Still, we have identified gaps and/or areas
for further study related to disparities and SDOH in lupus. First,
limited evidence on SDOH influencing outcomes, such as cutane-
ous lupus, cardiovascular disease, and hospitalization outcomes,
exists. Second, knowledge gaps related to racial and ethnic dis-
parities associated with many core neighborhood and built envi-
ronment factors classically included in social determinant of
health definitions, including transportation accessibility, internet
access, and exposure to air pollution, remain. Moreover, research
on the role of community context in lupus outcomes beyond the
neighborhood and built environment is missing from the lupus lit-
erature and was not immediately captured using our search strat-
egy. Third, the role of social and community context related to
attitudes and health-seeking behaviors among patients with lupus
from diverse backgrounds is still not well understood. Lastly, past
interventions have not taken multidimensional approaches to
address disparities in lupus, highlighting an unmet need in this
area. In a study of Black patients with SLE, suboptimal interac-
tions with physicians were shown to be impacted by a patient’s
symptoms, suggesting that patients with severe disease activity
and depression could benefit from interventions focused on
improving physician communication and interpersonal skills (97).

This scientific statement addresses the implications of various
social factors and reduced access to clinical trials on inequitable out-
comes in patients with lupus. However, there are several limitations
to this statement that need to be acknowledged. First, our search
strategymay have been incomplete, as most but not all published lit-
erature relevant to the topic has been reviewed. This may have
resulted in some gaps in our understanding of the subject matter.
Second, research on the role of community context in lupus out-
comes beyond the neighborhood and built environment is missing
from the lupus literature and was not immediately captured using
our search strategy. This suggests that further exploration of these
factors is necessary to better understand their impact on lupus out-
comes. Third, studies on the impacts of SDOH on American
Indian/Alaska Native populations, as it pertains to lupus, is largely
missing from the extant literature. This highlights the need for addi-
tional research on this population to better understand the unique

challenges they face in terms of lupus outcomes. Lastly, we did not
examine the role of genetic or epigenetic factors in disparities among
racial and ethnic minority groups, which may have been driven by
bias and knowledge introduced by the advisory panel. Considering
the potential influence of these factors on lupus outcomes, future
research should address this limitation by incorporating genetic
and epigenetic analyses. By acknowledging and addressing these
limitations, future research can contribute to a more comprehensive
understanding of the disparities and SDOH in lupus and help to
improve outcomes for patients across different communities.

Known health disparities in SLE were brought into stark relief
during the SARS-CoV-2 pandemic. Moving onward, it is critical to
continue to study and implement mitigating solutions to improve
disparities in SLE outcomes, especially those related to SDOH.
These developments provide hope for a brighter future for individ-
uals living with lupus as the Lupus Foundation of America, dispar-
ities researchers, and stakeholders continue to work together to
brainstorm and implement solutions to address SDOH and dis-
parities among individuals living with lupus.
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