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The SCD burden in the district of Chamarajanagar (1%) is more 
than double the national average (0.38).  Given the socio-cultural 
vulnerabilities of Adivasis communities, a context-specific ‘model of 
care’ is established in the form of a real-time disease registry. The 
impact of the registry in terms of reducing crises episodes, 
hospitalization and mortality is under study.

Conclusion
• 64 patients enrolled in the Registry (4 are sickle-thalassemia 

cases) are routinely followed up.

• 25 among 64 are high-risk patients and required blood 
transfusion and hospitalization in the last 3 months. 58/64 are 
out on hydroxyurea treatment.

• A real-time dashboard is developed to systematically track the 
PwSCD health

Intervention

• More than 90% of the Adivasis and 40% of the ST population 
screened by December 2024 under the National mission

• 1 in 100 found to be affected by the disease, and 6 among 
100 are carriers.

• District healthcare staff (MO, CHO, ANM/GNM, ASHA) capacity 
was built with multiple trainings and hand-holding sessions for 
screening, diagnosis, and disease management

• Patients with crises are successfully linked to tertiary 
healthcare services by referral and tele-consulting.

Study Area

Results

Sickle Cell Disease (SCD), a genetic blood disorder, presents a 
significant public health challenge in India, which bears the second 
highest global burden. Data gaps, especially from Karnataka, limit 
our understanding of its real distribution. Accurate community-level 
data is essential to assess disease burden, plan interventions, and 
guide policy. The lack of ‘models of care’ that are adapted to 
particular tribal population settings further exacerbates disease 
management in low-resource settings.  A disease registry for people 
diagnosed with SCD (PwSCD) is a critical step toward systematic 
monitoring while enabling evidence-based strategies for the 
prevention and control of SCD.
        

Objectives
• To establish a SCD registry for tracking an individual patient’s 

condition and her/his access and compliance to care within the 
existing public health system over a period of time

• To study access to care for haemoglobinopathy patients by 
monitoring their complications, treatment and outcomes, and in 
the long term their quality of life and survival

Introduction

Chamarajanagar district, a south-Indian Karnataka district 
with mixed rural tribal and non-tribal population
• Total population (~10 lacs)
• 12% of population is tribal (1,20,000)
• 2% Adivasis  (~30,000) 
• Majority of tribals living in or near the forest area
• Historical neglect by public services and systems
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Registry App: Tracking PwSCD health in real-time

Fig1: Five blocks or talukas of Chamarajanagar district

Fig 2: The concept model of SCD Registry

SCD screening in Chamarajanagar under NSCAEM

Operational Model 
• Screen population with point-of-care testing methods
• Confirm diagnosis with High-performance Liquid chromatography (HPLC) 

before enrolment in Registry
• Upon enrolment, baseline clinical proforma completed by an expert 

doctor
• Quarterly follow-ups by home visit
• Annual follow-up at SCD health camp organized at the tertiary hospital 

offering comprehensive tests and treatment.
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