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Abstract

Background and Context: Systemic lupus erythematosus (SLE) is a chronic, multisystem autoimmune
disorder that predominantly affects women of childbearing age. In India, managing SLE during
pregnancy poses a complex challenge that sits at the intersection of clinical pathology and deeply rooted
sociocultural dynamics. Despite global advancements in rheumatology and obstetrics, maternal and fetal
outcomes in Indian patients often lag due to delayed diagnosis, inconsistent healthcare access, and lack
of preconception counseling.

Objective Statement: This article comprehensively analyzes the biological, structural, and sociocultural
factors influencing pregnancy outcomes among women with SLE in India, identifying systemic gaps and
proposing culturally relevant, evidence-based solutions.

Methodology Summary: A rigorous systematic review of literature published between 2020 and 2025
was conducted. Data from peer-reviewed Indian and global medical journals, government reports, and
socio-anthropological studies were analyzed. The framework contrasts international clinical benchmarks
with the ground realities of India's stratified healthcare system.

Key Findings:

e Lupus nephritis and active flares prior to conception remain the strongest predictors of adverse
fetal outcomes (preeclampsia, preterm birth, and fetal growth restriction).

e Sociocultural pressures, including the stigma surrounding autoimmune diseases and patriarchal
mandates for early childbearing, often force women to conceal their diagnoses or bypass critical
preconception disease stabilization.

e Rural-urban disparities create a severe divide in care; while urban tertiary centers offer
multidisciplinary interventions, rural patients face a diagnostic vacuum.

e The continued use of Hydroxychloroquine (HCQ) is highly protective, yet adherence is
compromised by low health literacy and out-of-pocket costs.

Conclusions and Recommendations: Optimizing SLE pregnancy outcomes in India requires a
paradigm shift from siloed specialty care to integrated, multidisciplinary maternal health models.
Empowering frontline health workers (ASHAS) and expanding tele-rheumatology are vital steps toward
bridging the care gap.
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1. Introduction
Global Context and Definition

Systemic Lupus Erythematosus (SLE) is a complex autoimmune disease characterized by the production
of autoantibodies, leading to widespread inflammation and tissue damage. Globally, SLE predominantly
affects women, with a female-to-male ratio of roughly 9:1, notably peaking during the reproductive
years (ages 15-45). Historically, pregnancy in women with SLE was strongly discouraged due to high
rates of maternal mortality and fetal loss. Today, modern medical interventions have transformed SLE
pregnancies from "contraindicated" to "high-risk but manageable.” However, the margin for success
relies heavily on strict clinical parameters: achieving disease quiescence for at least six months prior to
conception, continuous monitoring, and adherence to safe immunomodulators like Hydroxychloroguine

(HCQ).

Indian Demographics and Statistics

In India, the exact prevalence of SLE remains challenging to quantify due to underreporting, though
regional studies estimate it to be approximately 3.2 to 4 per 100,000 population. Given India’s vast
population, this translates to a substantial absolute burden of disease. Indian women with SLE present
with severe clinical phenotypes, often with a higher incidence of lupus nephritis (renal involvement) and
hematological complications compared to Caucasian cohorts. Because onset generally coincides with
peak reproductive age, a significant proportion of Indian rheumatology and obstetric cases intersect,
resulting in higher-than-average rates of preeclampsia, fetal growth restriction (FGR), and preterm
delivery.

"Even with recent improvements in the therapy of SLE patients and the notable improvement in the
fetomaternal outcome, the frequency of preterm, spontaneous abortion, FGR, IUFD, and preeclampsia
remains higher in the Indian context compared to healthy pregnancies.”

Cultural and Social Context Specific to India

Pregnancy in India is rarely an individual medical event; it is a profound familial and sociocultural
milestone. Indian women face immense pressure to prove their fertility shortly after marriage. For a
woman with an invisible, chronic autoimmune disease like SLE, this creates a perilous paradox.

e Stigma and Concealment: Autoimmune diseases are often misunderstood. Fear of being deemed
"unfit" for marriage or facing abandonment leads many families to hide the diagnosis from
prospective in-laws.

e Patriarchal Decision-Making: Healthcare decisions—especially regarding contraception and the
timing of pregnancy—are frequently controlled by husbands or elder family members, stripping
the patient of the autonomy required to time her pregnancy alongside disease remission.

e Alternative Medicine: A reliance on traditional or unverified alternative treatments often leads to
the dangerous cessation of critical allopathic drugs like HCQ or low-dose steroids.
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Problem Statement and Research Objectives

Despite the availability of clinical guidelines for managing SLE in pregnancy, maternal and fetal
morbidity in India remains disproportionately high. The core problem is a systemic disconnect between
tertiary-level rheumatological care and primary-level obstetric practices, exacerbated by socioeconomic
inequalities. The objective of this article is to dissect these intersecting clinical and sociocultural barriers
and propose scalable, culturally attuned solutions to improve pregnancy outcomes for SLE patients in
India.

Scope and Limitations

This review focuses on maternal and fetal outcomes among SLE patients in India, analyzing data
primarily from the current decade (2020-2025). The limitations of this study include the scarcity of
nationwide, government-backed registries for autoimmune diseases in India, meaning data is heavily
skewed toward localized, tertiary care hospital cohorts.

Visual Content Integration Suggestion 1: Infographic - *"The SLE Pregnancy Timeline in India"
Description: A visual roadmap showing the ideal clinical timeline (6 months of disease quiescence,
HCQ continuation) juxtaposed against the reality for many Indian women (hidden diagnosis, unplanned
conception during an active flare, late specialized care).

2. Methodology

Research Design and Approach

This article employs a systematic narrative review approach, synthesizing empirical clinical data,
epidemiological studies, and qualitative socio-anthropological research. The goal is to bridge the gap
between hard clinical outcomes and the socioeconomic variables that drive them within the Indian
landscape.

Database Search Strategy

A comprehensive literature search was conducted across major electronic databases, including PubMed,
Scopus, Google Scholar, and the Directory of Open Access Journals (DOAJ). The search strategy
utilized Medical Subject Headings (MeSH) and free-text terms: ("Systemic Lupus Erythematosus™ OR
"SLE" OR "Lupus") AND ("Pregnancy Outcomes” OR "Maternal Outcomes” OR "Fetal Outcomes")
AND ("India" OR "South Asia™). Secondary sources included publications from the Indian
Rheumatology Association (IRA), the Federation of Obstetric and Gynaecological Societies of India
(FOGSI), and WHO demographic data.

Inclusion/Exclusion Criteria
e Inclusion: Peer-reviewed observational studies, randomized controlled trials, qualitative
sociocultural studies, and clinical guidelines published primarily between 2020 and 2025. Studies
containing specific data on Indian demographics or comparative global data were prioritized.
e Exclusion: Studies focusing on non-systemic forms of lupus (e.g., purely cutaneous lupus without
systemic involvement), single-case reports lacking broader context, and literature published before
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2010, unless marking a foundational clinical guideline.

Data Analysis Framework
Data was stratified into two primary domains:
1. Clinical/Biological: Frequencies of preeclampsia, preterm birth, neonatal lupus, and disease
flares.
2. Sociodemographic: Urban vs. rural outcomes, impacts of health literacy, and economic barriers.

Timeline and Scope

The research synthesizes the most recent available data (up to late 2025), ensuring that the analysis
reflects the modern healthcare infrastructure of India, including post-pandemic adaptations in
telemedicine and chronic disease management.

4. Discussion

4.1 Biological and Technical Factors and Evidence

The physiological burden of pregnancy naturally alters the immune system, often leading to
unpredictable disease activity in SLE patients. The most critical biological determinants of poor
pregnancy outcomes include:

e Disease Activity at Conception: Achieving remission for at least 6 months prior to conception is
the gold standard. Studies in Indian cohorts reveal that conception during active disease
significantly elevates the risk of maternal flares (which occur in up to 65% of such pregnancies)
and fetal loss.

e Lupus Nephritis (LN): Indian patients exhibit a high prevalence of LN. Pre-existing renal
damage increases the risk of severe preeclampsia. Differentiating between a lupus flare and
preeclampsia is notoriously difficult, as both present with hypertension and proteinuria.

e Antiphospholipid Antibodies (aPL): The presence of aPL or secondary Antiphospholipid
Syndrome (APS) is a profound risk factor for recurrent miscarriages, late-stage intrauterine fetal
death (IUFD), and severe placental insufficiency leading to fetal growth restriction (FGR).

e Neonatal Lupus Erythematosus (NLE): Mothers positive for Anti-Ro/SSA and Anti-La/SSB
antibodies carry a 1-2% risk of delivering an infant with congenital heart block (CHB).

e Pharmacological Management: Hydroxychloroquine (HCQ) is the cornerstone of SLE
pregnancy management. It is protective against flares, reduces aPL-related complications, and is
safe for the fetus. However, sudden cessation of medications due to fear of teratogenicity is a
rampant issue in India.

Visual Content Integration Suggestion 2: Bar Chart - ""Fetal Outcomes: Active vs. Quiescent SLE
at Conception' Description: A clustered bar chart comparing rates of Live Births, Preterm Deliveries,
and Miscarriages. The visual should strikingly highlight how quiescent disease pushes live birth rates
above 75%, while active disease dramatically spikes preterm and miscarriage rates.

4.2 Sociocultural Challenges Specific to India
The biological realities of SLE are heavily compounded by India's sociocultural fabric.
e The Stigma of Autoimmunity: In many Indian communities, chronic illness is stigmatized and
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associated with "bad karma" or genetic inferiority. Women diagnosed before marriage often hide
their condition to ensure a socially mandated matrimonial alliance. Consequently, they skip
medications to hide physical changes (like steroid-induced weight gain), leading to severe flares
during early, unplanned pregnancies.

e Gender Dynamics and Autonomy: The patriarchal structure of many households means that
decisions regarding family planning, contraception, and healthcare expenditures are made by
husbands and mothers-in-law. A woman's inability to advocate for postponing pregnancy until
disease quiescence directly results in high-risk conceptions.

e Regional and Socioeconomic Disparities:

o North vs. South: Southern Indian states generally report better maternal outcomes due to
stronger primary healthcare infrastructure and higher female literacy. Conversely, in parts of
North and East India, systemic patriarchal norms and weaker rural healthcare systems result
in higher morbidity.

o Urban vs. Rural Divide: Urban patients have access to corporate hospitals with specialized
rheumatologists. Rural patients rely on primary health centers (PHCs) equipped primarily
for basic obstetric care, where SLE often goes undiagnosed until catastrophic complications
(like recurrent late-term stillbirths) occur.

4.3 Current System Response and Gaps
India's healthcare system, though rapidly advancing, features critical gaps regarding chronic maternal-
fetal medicine.

1. Siloed Medical Care: Obstetricians and rheumatologists in India rarely operate in tandem outside
of elite tertiary centers. An obstetrician may not recognize the nuances of an SLE flare, while a
rheumatologist may not fully appreciate obstetric hemodynamics.

2. Lack of Preconception Counseling: Preventative counseling is almost non-existent in the public
sector. By the time an SLE patient reaches an obstetrician, she is often already pregnant, missing
the crucial window to adjust teratogenic medications (e.g., switching from Mycophenolate Mofetil
to Azathioprine).

3. Out-of-Pocket Expenditure (OOPE): While government schemes like Ayushman Bharat cover
hospitalizations, the chronic outpatient costs of SLE (regular immunological panels, ultrasounds,
daily medications) are largely out-of-pocket, leading to treatment abandonment among lower
socioeconomic groups.

Visual Content Integration Suggestion 3: Flowchart - " The Diagnostic and Care Bottleneck in
Rural India™ Description: A flowchart showing the journey of a rural pregnant woman with SLE. It
traces the path from primary symptoms to misdiagnosis at local PHCs, followed by the delayed referral
to urban tertiary centers, emphasizing the lost time.

4.4 Innovative Solutions and Best Practices

To navigate these challenges, India requires hyper-localized, innovative healthcare models:

e Tele-Rheumatology Integration: The post-COVID boom in telemedicine must be leveraged.
Rural obstetricians and physicians can consult urban rheumatologists remotely, allowing for co-
management of SLE pregnancies without requiring the patient to travel hundreds of kilometers.

e Empowering ASHA Workers: Accredited Social Health Activists (ASHAS) are the backbone of

AIJFR26058336 Volume 7, Issue 5 (September-October 2026) 5


http://www.aijfr.com/

Advanced International Journal for Research (AIJFR)

E-ISSN: 3048-7641 e Website: www.aijffr.com e Email: editor@aijfr.com

rural Indian maternal care. Training ASHAS to recognize red flags of autoimmune diseases
(recurrent miscarriages, persistent joint pain, unexplained severe preeclampsia) can facilitate early
referrals.

e Dedicated Maternal-Fetal Autoimmune Clinics: Implementing joint clinics where a high-risk
obstetrician, a rheumatologist, and a neonatologist consult simultaneously. While currently limited
to elite institutions like AIIMS and PGI Chandigarh, creating nodal regional centers based on this
model can standardize care.

e Culturally Sensitive Patient Education: Developing local-language educational materials that
frame SLE management as a "safe pathway to a healthy baby" rather than focusing solely on
disease morbidity. This messaging appeals to familial desires for healthy progeny, ensuring better
medication adherence.

5. Conclusion

Summary of Key Findings: Pregnancy in Indian women with Systemic Lupus Erythematosus is fraught
with clinical complexities—notably lupus nephritis, flares, and preterm births—that are inextricably
linked to sociocultural determinants. The patriarchal pressure for early, unplanned pregnancies,
combined with the social stigma of chronic illness, frequently sabotages the clinical prerequisite of pre-
conception disease quiescence. Furthermore, the stark rural-urban healthcare divide leaves vast
populations without access to the necessary multidisciplinary care.

Implications for Various Stakeholders:

e Healthcare Professionals: Must adopt a synergistic approach. Rheumatologists must proactively
discuss family planning, while obstetricians must maintain a high index of suspicion for
autoimmune etiologies in cases of severe preeclampsia or recurrent fetal loss.

e Families and Communities: Require intense destigmatization efforts regarding autoimmune
diseases to allow women the autonomy to prioritize health over immediate childbearing.

Future Research Directions: Future research in the Indian context must pivot from isolated tertiary
hospital data to larger, state-level registries. Studies investigating the genetic variations in Indian SLE
phenotypes and their specific impacts on placental pathology are urgently needed. Additionally,
operational research into the efficacy of tele-rheumatology in rural maternal care is critical.

Policy Recommendations: The Indian Ministry of Health and Family Welfare should integrate
autoimmune disease screening protocols into high-risk pregnancy guidelines under the Pradhan Mantri
Surakshit Matritva Abhiyan (PMSMA). Subsidizing essential immunological diagnostic tests and
establishing regional multidisciplinary maternal-fetal clinics will drastically reduce the preventable
maternal and neonatal morbidity associated with SLE.
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