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in Bihar, India

Executive Summary

ASPIRE (Alleviating the burden from Skin
diseases of affected People to improve Inclusion,
Restoration and Empowerment) has shown that
an integrated, community- driven approach can
transform skin-NTD control in Bihar, India.

In Jamui district, ASPIRE screened nearly all
households, uncovering thousands of hidden
cases of leprosy, lymphatic filariasis, and
scabies. In response, new morbidity management
and disability prevention (MMDP) services

were provided, alongside training of frontline
workers to ensure timely treatment and reduced
complications.
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Community-based groups were established

to empower affected people as advocates,
self-care practitioners, and local surveillance
actors. This bottom-up approach, combined

with strengthened health services, has delivered
sustainable improvements across all pillars of the
health system.

The next phase of the project will focus on
transitioning to government-led surveillance,
sustaining the MMDP services and formalizing
the community groups. It is also recommended
that the ASPIRE model should be expanded to
additional districts.
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Integrated systems for sustainable
NTD control

The ASPIRE pilot study has proven to be a
transformative initiative in Jamui district, Bihar.
Designed to accelerate control and elimination
targets in Bihar state, ASPIRE addresses five skin-
related Neglected Tropical Diseases (skin-NTDs),
combining early detection, case management,
community empowerment, and health system
strengthening into a sustainable, scalable model.

Skin-NTDs such as leprosy, lymphatic filariasis
(LF), post- kala-azar dermal leishmaniasis
(PKDL), cutaneous leishmaniasis (CL), and
scabies, disproportionately affect marginalized
populations. These diseases are not only
physically debilitating but also socially
stigmatizing, often leading to delayed diagnosis
and long-term disability. ASPIRE’s skin-NTD
integrated approach is designed to break this
cycle—by supporting the government in detecting
cases early and managing complications, while
also empowering communities to take ownership
of their health and strengthen NTD Programmes
from the bottom-up.

An Integrated Approach .
ASPIRE is a holistic, integrated model
developed to tackle the complex
challenges of endemic skin-NTDs in
Jamui district. It was designed as an
evidence- based vertical-to-government-
led transition model.

The first phase of ASPIRE focused

on identifying hidden cases, building
capacity and generating reliable burden
data. This phase aimed to build the
foundation for transition to sustainable
government-led surveillance systems.

Context and Problem

Bihar continues to face a significant public

health burden from skin-NTDs, which affect
millions and contribute to disability, stigma, and
socioeconomic exclusion. These diseases often
present with visible skin symptoms, making them
highly stigmatizing and socially isolating. Despite
this, most skin-NTDs lack formal surveillance
systems in India, leaving affected individuals to
navigate fragmented care pathways and bear the
burden of disease alone.

Although national programmes provide guidance
for leprosy, LF and PKDL, early symptoms are
often subtle, leading to delayed care-seeking and
subsequent progression to severe complications,
including deformities and disabilities that require
surgical intervention.

Operational barriers affect the reliability of burden
estimations, making resource allocation and
planning challenging. This highlights the need for
innovative approaches that combine active case
finding (ACF), case management, and community
empowerment to strengthen Bihar’s health system
and accelerate progress toward national and
global NTD targets.

Core elements of the foundational phase included:

Combining ACF for five skin-NTDs using shared
detection strategies.

Training health providers to recognize early
symptoms and deliver care across the continuum
—from diagnosis to complication management.

Establishing MMDP units to manage severe cases
and provide psychosocial support, appropriate
footwear, and referrals to district hospitals.

Empowering community groups to promote self-
care, hygiene, and become surveillance actors in
NTD programmes.

Coordinating across health and non-health sectors,
including WHO and local government, to maximize
efficiency and ensure sustainability.
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Objective and Strategic Pillars

The Government of Bihar, in partnership with
Lepra Society India, Lepra UK and Effect Hope,
launched ASPIRE in July 2021 as a five-year
implementation research study. The project aims
to develop a sustainable and scalable model

for integrated skin-NTD case management
within Bihar's health system, accelerating
progress toward the WHO 2030 NTD targets and
India's national elimination goals. ASPIRE was
developed around three strategic pillars:

1. Integrated active case detection to produce
reliable skin-NTD burden estimations, and
ensure access to timely, quality care.

2. Integrated case management, embedding
referral pathways and morbidity
management across primary and secondary
care levels.

3. Community empowerment, equipping
community- based groups (CBGs) to
manage their health issues and become
surveillance actors in existing NTD
Programmes.

A Blueprint for scalable NTD control

The ASPIRE pilot study has achieved significant
impact in Jamui district, demonstrating its
effectiveness in identifying hidden cases of target
skin-NTDs and in strengthening the foundations
of Bihar’s health system. By combining integrated
skin-NTD case detection, morbidity management,
and community empowerment, ASPIRE's
foundational phase has generated reliable burden
data, improved service capacity, and established
a platform for government-led surveillance.

Integrated Active Case Finding (ACF)

A comprehensive ACF protocol was developed
in collaboration with WHO, government
stakeholders, and international experts. This
protocol enabled simultaneous screening for
five major skin-NTDs— leprosy, LF, PKDL, CL, and
scabies—leveraging shared detection strategies
due to their visible skin manifestations.

Between November 2022 and January 2024,

ten dedicated search teams together with local
health community workers screened 100% of
villages and approximately 90% of households
in Jamui district. Importantly, 93% of individuals
identified as suspects successfully reached
Primary Health Centres (PHCs) for confirmation
and treatment, reflecting strong community
engagement and effective referral systems.

Case Detection and Management

The screening efforts during this phase,
uncovered a substantial burden of disease:

Leprosy: 742 new cases were detected, with

4% presenting Grade 2 Disability (G2D), 16%
being children, and 45% female. Notably, 30%
were multibacillary cases. The Annual New

Case Detection Rate (ANCDR) for leprosy rose
dramatically from 7.2 in 2022 to 47.4 in 2024,
positioning Jamui as a high-endemic and priority
district for government led interventions.

LF: 2,662 cases of lymphoedema were identified,
65% of whom were female and 72% in Stage 2 or
higher.

Additionally, 764 cases of hydrocele were
recorded. Lymphoedema cases nearly doubled
between 2022 and 2023, while hydrocele cases
increased sixfold.

Scabies: 2,798 cases were detected, including
10% classified as crusted scabies.

PKDL/CL: No cases were detected during the
pilot period.

All confirmed cases received treatment at PHC
level, with severe or complex cases referred to
newly established MMDP units. Diagnosis was
conducted by trained Medical Officers during
designated Skin-NTD days, and all cases were
systematically recorded in government registers.

Strengthening the Health System

ASPIRE's foundational phase delivered
significant impact across all six WHO health
system building blocks, laying the groundwork
for sustainable, government-led surveillance and
care for selected skin-NTDs.
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Service Delivery

Through enhanced house-to-house active

case finding, ASPIRE provided reliable burden
estimates and revealed thousands of hidden
cases, enabling more accurate prioritization

for ongoing surveillance efforts. Skin-NTD

days established at PHCs ensured timely
diagnosis and treatment, while two MMDP units
established within government health centres

in Jamui and Jhajha provided comprehensive
morbidity management and strengthened referral
pathways. These efforts created the foundation
for sustainable routine surveillance and more
responsive service delivery.

Health Workforce

22 Medical Officers were trained on clinical
protocols for skin-NTDs, while 1,592 ASHAs
received training in ACF, suspect identification,
referral, and follow-up. This enhanced
collaboration between PHCs and communities,
improving early detection and continuity of care.

Health Information Systems (HIS)

Diagnosed cases were integrated into government
registers, and referral tracking between PHCs

and MMDP units was established. These efforts
improved data quality, transparency, and evidence-
based planning.

Medical Products and Technologies

MMDP units were equipped to manage
complications, improving access to essential
interventions. Evidence- based demand reinforced
the procurement and stock management for skin-
NTD medicines at PHC level.

Financing

Coordination with government stakeholders
supported the resourcing of MMDP units, training
programs, and skin-NTD days, enabling more
efficient resource allocation for service delivery

and stock management for medicines and supplies.

Leadership and Governance

ASPIRE fostered strong collaboration with
government and affected communities.
Community-Based Groups (CBGs) initiated

governance mechanisms that promoted
accountability and advocacy, while district
coordination reinforced ownership.

Empowering Communities

Between July 2023 and March 2024, ASPIRE
facilitated the formation of 63 CBGs, representing
85 individuals affected by leprosy, 472 by LF, and
61 by scabies. These groups provided a platform
for people traditionally excluded from decision-
making to collectively address their health and
social needs.

In January 2024, all CBGs entered a structured
harmonization process to develop governance
structures, strengthen capacity for self-care,
mutual support, and advocacy. CBGs are
increasingly recognized as bottom- up actors
supporting local surveillance and mobilizing
communities during awareness campaigns.

Next Steps: Institutionalizing
ASPIRE for Sustainable Impact

To sustain and scale ASPIRE’s achievements,

a coordinated transition to government-led
surveillance is underway. This includes a joint
assessment of current systems, development of a
framework to integrate skin- NTD data, and clear
role definitions to ensure accountability.

Continuity of MMDP units will be supported
through refresher training for Medical Officers and
ASHAs, strengthened supply chains for essential
medicines, and sustainable financing strategies to
improve access to care and social entitlements.

Community-Based Groups (CBGs) will play a
central role in local awareness, advocacy, and
surveillance, with efforts to formalize governance
and expand their role to reinforce community
ownership.

ASPIRE’s model will also be evaluated for
scalability, with a replication framework guiding
expansion into other high-priority districts and
alignment with state health goals.
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Recommendations

1. Leverage updated burden data from ASPIRE 4. Formalize and register CBGs as active
Phase 1 to re-prioritize high-burden areas, partners in local surveillance, and advocacy,
optimize resource allocation, and guide while linking them to social entitlements
targeted investments in skin-NTD control. and livelihood schemes for financial

2. Sustain MMDP services within government sustainability.
facilities by embedding complication 5. Scale the ASPIRE model to additional high
management, mental health, and self-care and low priority districts using a replication
support into secondary and primary care framework that ensures government
packages. leadership, community ownership, and

3. Institutionalize refresher training for frontline alignment with WHO 2030 NTD targets.

and PHC staff to ensure early detection,
continuity of care, and retention of capacity
built under ASPIRE Phase 1.

Conclusion

The ASPIRE pilot in Jamui has demonstrated that
an integrated, community-anchored, and health
systems- based approach to skin-NTDs is both
feasible and impactful. With strong collaboration
between government, WHO, and communities,
Bihar is well- positioned to transition from pilot to
scale, and institutionalize gains into government-
led surveillance and care. This transition will be
pivotal for sustaining health system capacity,
empowering communities, and accelerating India’s
progress toward the WHO 2030 NTD elimination
targets. Bihar has the potential to emerge as a
model state for integrated, evidence-based, and
community-led skin-NTD control and elimination.

For more information about
ASPIRE, please contact:

Mary Ellen Sellers
Senior International Programs Manager, Effect Hope
mesellers@effecthope.org
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