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I. Introduction

Systemic lupus erythematosus (SLE) is a heterogeneous chronic systemic autoimmune 

disease affecting patients of different ages, ethnicities and racial backgrounds worldwide. 

SLE is associated with substantial morbidity and mortality. SLE Patients have a 3-fold 

increased risk of death, particularly from renal and cardiovascular disease and infections.1,2 

Up to 40% of SLE patients develop lupus nephritis (LN), a severe disease manifestation that 

disproportionately affects children and adults living in poorer geographic areas despite 

adjustment for age, gender, and race/ethnicity.3 LN is a risk factor for progression to end 

stage renal disease (ESRD). A large meta-analysis demonstrated that renal involvement is 

associated with the highest mortality rates (standardized mortality ratio 7.9, CI 5.5-11.0)1 

and increased risk of all-cause mortality. Although improved diagnostics and therapeutics 

have contributed to declining mortality rates, important disparities exist in SLE survival rates 

by race, ethnicity, gender, age, country, and social disadvantage.4
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In the United States (U.S.), a large proportion of SLE patients receive their health insurance 

coverage through Medicaid, the largest public health insurance program in the country. 

Medicaid is operated as a federal-state partnership and provides coverage to 65.3 million 

qualifying beneficiaries (roughly 1 in 5 Americans), including low-income adults, children, 

and people with disabilities.5 Medicaid provides health care to some of the most vulnerable 

populations in the U.S. and is an important safety net ensuring critical access to health care 

for high risk individuals. However, despite efforts to improve quality of care, studies 

continue to show that across a large range of diseases and procedures, Medicaid patients 

have worse outcomes compared to privately insured patients across a spectrum of medical 

and surgical diseases.6–9

The purpose of this review is to highlight the burden of SLE and LN in the U.S. Medicaid 

population, discuss sociodemographic disparities in access to care, medication adherence 

and adverse outcomes, and to identify opportunities for improvement.

II. Burden of SLE and LN among Medicaid Beneficiaries

Within the adult Medicaid population between 2002-2004, Feldman et al. reported an overall 

SLE prevalence of 143.7 per 100,000 individuals, and an annual incidence rate of 23.17 per 

100,000 person-years.10 38.5% of affected individuals were African American or Black 

(referred to as Black hereafter), 36.2% white, 13.9% Hispanic, 4.2% Asian, and 1.5% 

American Indian/Alaska Native. SLE was defined as having ≥3 ICD-9 codes for SLE 

(710.0) at least 30 days apart from either hospital discharge paperwork or physician office 

visit claims. At least 3 codes were required to eliminate “rule-out” SLE cases. SLE 

prevalence was 6 times higher in women than in men; among women, the prevalence was 

nearly double in Blacks at 286.4 per 100,000, and incidence was also highest (38.62 per 

100,000 person-years) compared to white women.10

Geographically by US region, SLE prevalence was highest in the South (163.5 per 100,000) 

and lowest in the Northeast (125.2 per 100,000). Incidence rates were also highest in the 

South. Incidence of SLE was also highest among the two older age strata (together 

encompassing ages 30-64 years) when compared to the youngest adults (ages 18-29 years). 

The lowest quartile of socioeconomic status (SES) zip codes, as defined by a composite 

index, had the highest prevalence of SLE and the two highest SES quartiles had the lowest 

prevalence.10

The overall prevalence of LN was 30.9 per 100,000. LN was identified in SLE patients who 

had ≥ 2 additional ICD-9 codes from hospital discharges or physician claims for nephritis, 

proteinuria, and/or renal failure (on or after the SLE diagnosis) at least 30 days apart. The 

prevalence of LN mirrored that of SLE, with higher rates seen in the South and in older 

individuals, and a prevalence rate four times higher among females compared to males and 

among Blacks compared to whites. The average number of ACR member rheumatologists 

per state was inversely associated with the prevalence of both SLE and LN, suggesting 

underdiagnosis and likely undertreatment of both conditions in these states.10 The 

prevalence of LN was lower than anticipated in this vulnerable population and may have 

been due to the use of a validated algorithm to identify cases,11 which requires the 

Pryor et al. Page 2

Rheum Dis Clin North Am. Author manuscript; available in PMC 2022 February 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



accumulation of a number of codes, and thus a number of health care encounters and 

continuous enrollment in Medicaid, in order to meet criteria. As such, the most vulnerable 

patients who may also be at higher risk of this complication, may not be fully represented in 

these estimates.

While challenging to compare across studies due to differences in case definitions and 

methods, the incidence and prevalence of SLE appear to be higher in the Medicaid 

population than by most other national estimates.12–14 To help delineate the burden of SLE 

in the U.S. the Centers for Disease Control and Prevention (CDC)-funded population 

registries between 2002-2004 and 2007-2009 across the country, including Manhattan, San 

Francisco, Georgia, Michigan, and a registry of three Indian Health Services (IHS) sites in 

Alaska, Phoenix, and Oklahoma. National estimates mirror trends seen in the Medicaid 

population, including greater prevalence in the South, in women, and particularly in Black 

women relative to white women with greater burden of ESRD among minority populations. 

They also highlight burden of disease among other minority groups, including American 

Indian and Alaska Native populations whose disease prevalence and severity may be similar 

to Black women, a demographic more likely to be recognized as a high-risk group.15–19

III. Access to High Quality SLE Care and Medication Adherence in the 

Medicaid SLE Population.

The foundation of SLE management includes appropriate and timely access to high quality 

care and to subspecialty care when indicated. Within a national Medicaid population (two-

thirds residing in California), Gillis et al. observed that while patients with Medicaid 

insurance were just as likely to have seen a rheumatologist in the past year as patients with 

other forms of insurance, they traveled farther distances to get care.20 Medicaid beneficiaries 

traveled 11.5 more miles than those with other insurance (either dual coverage with 

Medicare/Medicaid or other forms of insurance), and 19.8 more miles to see a 

rheumatologist. Although patients enrolled in Medicaid were more likely to live in a 

nonurban locale, travel differences persisted even when controlling for urban vs nonurban 

locale. Since the Medicaid and dual coverage groups were demographically similar, 

increased distance for either primary or sub-specialty care suggest insurance coverage may 

be a predictor of access to care.20 In an ecological study using “ambulatory care-sensitive 

conditions” as a surrogate for access to care, Ward noted higher rates of ESRD and of 

ambulatory care-sensitive conditions among patients living in ZIP codes with higher rates of 

Medicaid coverage.21

Challenges relating to access to care and other treatment barriers partially explain higher 

rates of acute care use (emergency department (ED) visits and hospitalizations) among 

Medicaid patients with SLE. This was studied in the University of California San Francisco 

(UCSF) Lupus Outcomes Study cohort, a national cohort of 957 participants meeting full 

ACR criteria for SLE. Participants in this cohort were required from clinics, community 

sources, conferences, and newsletters and live in 41 states. The majority (75%) resided in 

California. Sub-analysis of this cohort demonstrated that frequent ED users, defined as 3 or 
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more visits in the past year, were more likely to have Medicaid insurance, have had a recent 

SLE flare and increased disease activity and live below the poverty level.22

In a separate study of patients with incident LN within a U.S. Medicaid population, quality 

was assessed by performance on three measures: receipt of an immunosuppressive, an anti-

malarial medication, and a renal-protective anti-hypertensive agent.23 More than 1 in 8 

patients in this study used the ED as their primary source of care (with no difference by 

geographic region), and quality of care as assessed by the above metrics was lower in those 

receiving their care in the ED.23

Finally, in a study of the Nationwide Inpatient Sample (NIS) between 1998-2002, all 

hospitalizations for adults with SLE (primary or secondary diagnosis) were analyzed.24 

Patients with private insurance were less likely to die (OR 0.85) compared to patients with 

public insurance (Medicare and Medicaid).24

Medication Adherence

Ongoing improvements in medications available to treat SLE have improved survival rates in 

SLE, reduced treatment toxicity, frequency and severity of flares, and decreased the 

development and progression of renal disease. However, medication nonadherence, the 

failure to take medications as prescribed, is a serious challenge in all SLE populations and 

adherence is estimated between 30-60% for prescribed therapies.25–27 Nonadherence has 

been seen more often in people of non-white race/ethnicity and individuals of lower SES, 

and high rates of nonadherence have been documented using pharmacy dispensing data 

among Medicaid beneficiaries.

Hydroxychloroquine (HCQ), the backbone of SLE management, was associated with very 

low rates of adherence within the Medicaid population. In a study of 10,268 patients 

between 2000-2010 who newly initiated hydroxychloroquine (HCQ), fewer than 20% of 

patients adhered to their HCQ (adherence was defined as ≥ 80% proportion of days covered 

by medication refills and drug dispensings). Notably, lower odds of adherence were 

associated with younger age, Black race and Hispanic ethnicity, higher acute care use (ED 

visits and hospitalizations), diabetes mellitus, and antidepressant medication use. Lower 

odds of adherence were also observed in zip codes with higher percentages of Black 

residents, even when controlling for individual race and zip code-level income and 

education. HCQ adherence was also noted to decline over the first year of use for most 

patients regardless of initial adherence, with dynamic patterns observed.28–31

Within the Medicaid population, adherence to azathioprine and mycophenolate mofetil 

(MMF), two of the most commonly used immunosuppressive agents for SLE, was also poor.
32 Of 2,309 azathioprine initiators and 2,070 MMF initiators, only 17% of azathioprine and 

21% of MMF initiators were adherent. Several demographic factors were associated with 

azathioprine non-adherence including Black race (OR 1.67), Hispanic ethnicity (OR 1.58), 

and younger age (OR 1.6 for ages 18-35 years compared to ages 51-65 years). No 

association with race or ethnicity was seen for MMF. The MMF had more severe disease at 

baseline, and lupus nephritis was associated with lower odds of nonadherence (OR 0.74). 

Female sex was associated with lower odds of adherence to both medications with a clearer 
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pattern seen among azathioprine initiators.32 This study illustrated that predictors of 

adherence may differ depending on the medication prescribed.

Nonadherence in the Medicaid population was also associated with acute care utilization.33 

In a study of new initiators of hydroxychloroquine (HCQ) or immunosuppressive 

medications, Feldman et al. demonstrated that SLE patients nonadherent to HCQ had 1.55 

times higher rates of ED visits and 1.37 times higher rates of hospitalizations. Adherence 

was equally as poor among immunosuppressive medication initiators and similar rates of 

acute care utilization were seen comparing nonadherers to adherers.33

Retinal Examinations among Hydroxychloroquine Users

Baseline retinal examinations within the first year of HCQ use are considered standard of 

care for all SLE patients.23 However, a study by Lin et al. demonstrated that only 32.5% of 

patients with SLE enrolled in Medicaid received baseline dilated eye examinations, with no 

improvement in frequency seen between 2000-2010. Screening rates were lower in Black 

and American Indian/Alaska Native patients.34

Quality of Care for Renal Disease Associated with SLE

Medicaid beneficiaries are also less likely to receive adequate care for LN and ESRD, 

including access to pre-ESRD nephrology care, access to transplant, and placement of 

permanent vascular access.

Yazdany et al. found low performance on three measures of health care quality (receipt of 

immunosuppressive, renal-protective anti-hypertensive, and anti-malarial medications).23 In 

their study of 1711 Medicaid enrollees with incident LN, the authors noted low performance 

at 90 days for these three measures (21.9%, 44.0%, and 36.4%, respectively). However, 

these did increase by one year (to 33.7%, 56.4%, and 45.8%), highlighting both low quality 

of care and delays in accessing appropriate care. Both younger patients, as well as Black and 

Hispanic patients, were more likely to receive immunosuppressives and HCQ. Younger 

patients were less likely to receive renal-protective anti-hypertensive medications, possibly 

due to the teratogenic nature of ACE-inhibitors. A higher quality of care was observed in the 

Northeast compared to other regions.23

In a study by Plantinga et al. Black and Hispanic patients were 27% less likely to receive 

pre-ESRD nephrology care.35 Compared to patients with private insurance, those with either 

Medicaid or no insurance were 36% and 74% less likely to receive pre-ESRD care. Having 

Medicaid, Medicare, or being uninsured was associated with a 32-39% decreased likelihood 

of transplant education, as well as a 30-51% decreased likelihood of being listed for kidney 

transplant during all years of follow-up. Although race and ethnicity were not associated 

with likelihood of receiving transplant information, Blacks and Hispanics were 22% and 

18% less likely to be on the kidney transplant waitlist, though this was true only in the first 

year of an ESRD diagnosis.36 Fewer than one quarter of SLE patients with ESRD had 

permanent vascular access in place at the start of HD relative to patients with all-cause 

ESRD (35-36%).36,37
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Few patients undergo short-interval kidney transplant following progression to ESRD.38 

Blacks (OR 0.14) and Asians (OR 0.57) were less likely to receive a pre-emptive kidney 

transplant than whites (reference OR 1.0), as were those with Medicaid (OR 0.16) and 

Medicare (OR 0.42) relative to private insurance (reference OR 1.0). Patients living in the 

South were least likely to receive a kidney transplant (OR 0.44) compared to the Northeast 

(reference OR 1.0).38 Most patients with progression to ESRD initiate dialysis through 

hemodialysis (HD) or peritoneal dialysis (PD). Although efficacy and safety studies 

comparing HD and PD are ongoing, it appears that pre-transplant PD improves allograft 

survival compared to HD.39

Significant disparities have also been found in the types of initial renal replacement therapy. 

Blacks had 37% lower odds of initiating PD rather than HD. Medicaid, Medicare, uninsured 

and unemployed patients were all less likely to receive initial PD.40 The demographics of 

individuals less likely to receive initial PD mirror those who are less likely to receive a pre-

emptive kidney transplant.38

Lipid Screening among Patients with SLE

Premature cardiovascular disease (CVD) is highly prevalent among patients with SLE, 

patients and may occur at even higher frequency than in patients with diabetes mellitus, a 

disease population well-recognized to be at high risk for CVD morbidity and mortality.41 

Despite this risk, patients with SLE enrolled in Medicaid are 66% less likely to undergo lipid 

screening and 82% less likely to fill a prescription for a statin compared to patients with 

diabetes enrolled in Medicaid.42 Patients were more likely to undergo lipid testing if they 

were Asian (OR 1.86), Hispanic (OR 1.37) or Black (OR 1.09) than if they were white. 

Older age, Asian race, presence of Lupus nephritis, glucocorticoid use, and baseline CVD 

were associated with increased odds of statin prescription.42

IV. Disparities in Adverse Outcomes among SLE Patients Enrolled in 

Medicaid

Renal Disease

Renal disease, including both LN and ESRD, is a serious complication of SLE and is present 

in a substantial proportion children and adults upon SLE diagnosis. Renal disease is also the 

most important predictor of mortality in SLE. Up to 80% of children and 60% of adults will 

be affected by LN, and even with aggressive immunosuppressive therapy, 10-30% of 

patients will progress to ESRD within 15 years of onset.43,44 As discussed, prevalence and 

incidence rates parallel many of the demographic trends of SLE, disproportionately affecting 

females, those of non-white race/ethnicity, and high-risk regions of the country including the 

South. Poverty, Black race, and Hispanic ethnicity are all associated with progression of 

lupus nephritis.45

Despite its tremendous clinical significance, there are substantial disparities in diagnosis, 

treatment and outcomes. Between 1995-2006, Costenbader et al. observed several important 

trends.46 The standardized incidence rate (SIR) for younger patients (ages 5-19 and 20-39 

years), patients living in the South, as well as Blacks and Native Americans increased over 
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this time period. Additionally, mortality rates did not change potentially reflecting barriers to 

adequate care in these vulnerable demographics.46 Although LN disproportionately affects 

females, and despite differences in care utilization, Feldman et al. did not observe sex-

specific differences in ESRD among Medicaid beneficiaries between 2000-2010.47

Ward demonstrated that uninsured patients and Medicaid beneficiaries were more likely to 

be diagnosed at a younger age than those with private insurance, and age of diagnosis is 

similar between Medicaid beneficiaries and uninsured patients.48 White patients with no 

medical insurance or Medicaid are diagnosed on average at ages 42.4 and 41.7, compared to 

with private insurance, who are diagnosed on average at age 52.9. Black and Hispanic 

patients with all forms of insurance are diagnosed at younger ages than their white 

counterparts. Black patients on Medicaid are diagnosed at an average age of 37.4 compared 

to those with private insurance who were diagnosed at age 41.5. Hispanic patients on 

Medicaid are 35.2 years-old on average at diagnosis, while those on private insurance are on 

average 38.2 years old. No association was seen for Asian race.48

Cardiovascular Disease

Racial/ethnic disparities in both CVD diagnosis, event rates/risks, and mortality are well 

described in the general population. Blacks have the highest rate of CVD; additionally, 

mortality rates are declining more slowly in Blacks than in whites, in the U.S. South, and in 

younger women (age < 55 years) in recent decades.49,50 Lower SES and educational 

attainment are also associated with increased mortality.49 CVD in the SLE population is 

accelerated and premature, as well as associated with alarming sociodemographic 

disparities.51–53

Scalzi et al. observed that Black females with SLE were hospitalized on average 9.6 years 

earlier than white females for SLE associated CVD, and Hispanic females on average 6 

years earlier. Of all women with SLE who died during a CVD-related hospitalization, Black 

women died on average 14.3 years younger than white women and were the youngest to die 

a CVD-associated death with more than half younger than age 55 years.54

Barbhaiya et al. noted important racial and ethnic disparities in CVD event risks in SLE 

patients enrolled in Medicaid from 2000-2010. Blacks had a 14% increased overall CVD 

risk (including MI and/or strokes). Both Blacks and Hispanics had increased risk of stroke 

(HR 1.48 and 1.25, respectively) compared to whites;55 however, Blacks had increased risk 

for both hemorrhagic and ischemic strokes relative to whites, whereas Hispanics had 

increased risk only for hemorrhagic stroke relative to whites.56 Although MI risk was similar 

in Blacks compared to whites, Hispanics and Asians had reduced MI risk relative to whites 

(HR 0.65 and 0.57), respectively). Controlling for age, sex and region somewhat attenuated 

overall CVD risk and stroke risk among Blacks, but these still remained elevated.55

These findings suggest the importance of early recognition and screening of cardiovascular 

and stroke risk factors among Black and Hispanic SLE patients. Additionally, the observed 

racial disparities warrant further investigation into the role of genetics, biomarkers, lifestyle 

factors, medications, and other cardiovascular risk factors in SLE patients.
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Serious Infections

Infections, particularly bacterial, are a leading cause of hospitalizations and mortality in 

patients with SLE. Infections affect up to 50% of SLE patients on immunosuppressive 

medications, with higher rates seen in those with concomitant LN. 20-30% of patients with 

SLE will die of a serious infection.2,57,58 Similar to other serious complications of SLE, 

infections occur more frequently in vulnerable populations.

In an adult Medicaid population with SLE, Feldman et al. observed an incidence rate of 

infections of 10.8 per 100 person-years, reflecting bacterial infections in particular.59 Those 

on immunosuppressive medications were more likely to develop infections (HR 1.11). HCQ 

reduced the risk of infection (HR 0.73). Those with infections were more likely to be in the 

oldest cohort (ages 51-64) than the youngest, to be Black (IRR 1.23) or Native American 

(IRR 1.40) compared to white, to come from lower socioeconomic status neighborhoods 

(IRR 1.14) and to have higher risk SLE (IRR 2.68). Men were also more likely to develop a 

first infection than women.59 Although immunosuppressive medications increase the risk of 

infections for patients with SLE, there does not appear to be a higher risk associated with 

specific medications. In a study of new initiators of azathioprine, MMF, or 

cyclophosphamide, Feldman et al. found similar rates of infection and mortality over the 

first 6-10 months between MMF and azathioprine initiators compared to MMF and 

cyclophosphamide initiators.60 Infection rates are also higher in those with LN, where 

Feldman et al. noted an IR of 23.9 per 100 person-years. While the risk of infection was 

again higher in older patients, in Blacks compared to whites, and in patients with higher 

disease scores, no difference was seen by SES. Interestingly, while steroids also increased 

risk of infection and HCQ decreased the risk of infection, as in patients with SLE without 

LN, immunosuppressive medications did not affect the likelihood of developing an infection 

in this cohort. Mortality rates were very high in both cohorts, where more than 45% of 

patients with serious infections died during their hospitalization or within 30 days of 

discharge. Patients with LN were 1.5 times more likely to die than patients with SLE.59

Infection rates in children with SLE and LN mirror those of adults. In a Medicaid cohort, the 

incidence of serious infections among children with SLE and lupus nephritis were 10.42 and 

17.65 per 100 person-years, respectively. As in adults, Blacks and Native Americans had 

higher rates of infections. Interestingly, boys had a reduced risk of infection relative to girls.

Preventive care trends were more readily available in the pediatric population. Hiraki et al 

noted that only 14% of children with SLE and 20% of children with LN were receiving 

preventive care. Only 3% received influenza vaccines, and only 11-17% received 

pneumocystis jirovecii pneumonia prophylaxis despite the high use of steroids in this cohort 

(67% of children with SLE and 80% of children with lupus nephritis).61

Additionally, past studies have shown that up to 40% of patients had not received 

vaccinations despite broad recognition of the high rates of infection.62 Patients were more 

likely to receive influenza vaccinations if they saw a rheumatologist (suggesting access to 

sub-specialty care is an important factor). As previously described, lower educational 

attainment, and living below the poverty line also reduced vital preventive services.62 

Recognizing that vulnerable populations are less likely to receive appropriate preventive 

Pryor et al. Page 8

Rheum Dis Clin North Am. Author manuscript; available in PMC 2022 February 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



care, and that their rates of bad outcomes are substantially higher is critical in understanding 

and alleviating the tremendous disparities in care in patients with SLE, particularly those 

enrolled in Medicaid.

Psychiatric Disease

SLE is a lifelong chronic disease associated not only with physical but also psychiatric 

comorbidities. Psychiatric disease is underrecognized and undertreated in patients with SLE, 

particularly in minority groups. In a study of children with SLE on Medicaid, Knight et al. 

noted that despite high rates of psychiatric disease among children with SLE that Blacks 

were less likely to be diagnosed with depression (OR 0.56), anxiety (OR 0.49) or be 

prescribed anxiolytics (OR 0.23) compared to whites.63

Mortality

Given tremendous disparities in access to high quality care and adverse outcomes, it is 

unfortunately not unexpected that there are racial and ethnic disparities in mortality rates. In 

a Medicaid population, Gomez-Puerta et al. noted higher mortality rates among age and sex-

adjusted hazard ratios (HRs) for death among Blacks (1.36) and Native Americans (1.43) 

with SLE relative to whites, and reduced HRs in Hispanics (0.41) and Asians (0.30). Among 

those with lupus nephritis, hazard ratios remained significantly higher in Blacks (1.18) and 

lower in Hispanics (0.39) and Asians (0.31).64

IV. Conclusions

This review of the published literature describing patients with SLE enrolled in Medicaid, 

one of the most vulnerable populations in the U.S., demonstrates that these patients 

experience a disproportionate burden of SLE and of adverse outcomes, which may be tied to 

poor access and lower quality of care. Within this population, racial/ethnic minorities, 

individuals living below the poverty line, and individuals living in certain U.S. regions 

experience even poorer outcomes.

Data from the Systemic Lupus International Collaborating Clinics (SLICC) cohort, 

comprised of patients from 32 academic medical centers worldwide between 1999 and 2011, 

provide a stark comparison to our findings in the Medicaid population. Of the 38.3% of 

patients enrolled in SLICC who developed lupus nephritis (similar to rates in the U.S. 

Medicaid cohort), during a mean follow-up of 5.2 years, there was a greater likelihood in 

improvement in renal function, rather than deterioration.64 In the SLICC cohort, patients 

with LN had a 10.1% 10-year incidence of ESRD, whereas in the Medicaid population, the 

5-year incidence of ESRD among males was 22.3% and among females, 21.1%. In the 

SLICC cohort, the 10-year cumulative incidence of death in patients with LN was 5.9%. In 

the Medicaid cohort, the 5-year incidence of death was 9.4% (males) and 9.8% (females).
47,65

Limitations exist in the literature reviewed. Since analyses were conducted on available 

claims data using ICD-9 codes, patients may be misclassified. In addition, patients had to be 

enrolled in Medicaid for a period of time to accumulate the codes to meet the classification 

algorithms. It is possible that patients with the poorest access to care were missed. Medicaid 
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data do not include laboratory values or clinical notes and therefore the authors were unable 

to assess fluctuations in disease activity, or whether certain medications were not prescribed 

or were discontinued due to an adverse effect or contraindication. Additionally, eligibility 

for Medicaid, as well as reporting to the Medicaid Analytic eXtract varies by state. There is 

significant turnover in the Medicaid population, though this is more likely pronounced 

among those who are less sick and do not get hospitalized. Policies regarding ease of 

Medicaid renewal vary by state as well, which may influence who is continually enrolled. 

Finally, the literature reviewed includes only the Medicaid population prior to the Affordable 

Care Act, which influenced enrollment criteria and coverage for certain states. Further 

studies are needed to determine how these policy changes influence care and outcomes 

among Medicaid beneficiaries.

Disparities in outcomes observed among Medicaid SLE patients are likely multifactorial, 

based on biology, sociodemographics, and access to care. Given the complex social 

challenges facing many Medicaid SLE patients, this population needs more support, 

funding, and improved allocation of resources. Earlier and improved access to physicians, 

including sub-specialists, and higher quality of care at all stages of the disease are warranted 

and would hopefully improve outcomes. A recent study of the effects of the expansion of 

Medicaid on hospitalizations for the SLE population, however, showed increased odds of 

preventable lupus hospitalizations.66 Given the complex social challenges facing many 

Medicaid patients, adequate SLE care in this population will mean going beyond the care 

itself to address these social determinants of health.
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Synopsis:

Systemic lupus erythematosus (SLE) is a serious chronic autoimmune disease with 

substantial morbidity and mortality. Although improved diagnostics and therapeutics 

have contributed to declining mortality rates, important disparities exist in SLE survival 

rates by race, ethnicity, gender, age, country, and social disadvantage. This review 

highlights the burden of SLE and lupus nephritis (LN) among Medicaid beneficiaries, 

outlines barriers in access to high quality SLE care and medication adherence in the 

Medicaid SLE population, and summarizes disparities in adverse outcomes among SLE 

patients enrolled in Medicaid.
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Key points:

• Important disparities exist in SLE survival rates by race, ethnicity, gender, 

age, country, and social disadvantage

• SLE patients enrolled in Medicaid experience a disproportionate burden of 

SLE and of adverse outcomes, which may be tied to poor access and lower 

quality of care. Within this population, racial/ethnic minorities, individuals 

living below the poverty line, and individuals living in certain U.S. regions 

experience even poorer outcomes.
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