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Proxy of “Interest”



Proxy of “Interest”

10960 for VL



Proxy of “Interest” & Resources 

10960 for VL



Data Imbalance

• Poverty-related & emerging infections vs other diseases

– Lower data volume, variable in quality 

– Scattered geographically

– Challenges in patient recruitment

– Limited commercial interest

• Challenges of funder and journal data-sharing policies

– Disadvantages for developing country investigators

– Ethical challenges: Benefits vs risks

– Data security and privacy protection

– Cost



Understanding factors affecting efficacy

Extreme variations in treatment response observed by drugs and 

regions

Source DNDi



150,000



Could available data be used to optimise treatment outcome? 



Clinical trials landscape

• 141 clinical studies on VL drugs

– 25,865 patients 

– Most trials enroll less than 200

• 1,379 patients in completed, 
unpublished trials

• 9,802 in active trials

 Total > 37 000 patients
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A perishable but transferable knowledge
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India VL trend (1977-2016)

Guarding the value of data: lesson learned in Asia

Vines et al. Current Biology 2014



Identifying factors affecting drug efficacy

Pregnant Women 

& Infants Drug interactions

Poor Quality

Comorbidities

Malnutrition

Adherence

Bioavailalibility



Benefits of data platforms

• Larger patient numbers allow for greater power 

• Sufficient size to examine sub-populations

- Infants, pregnant women, malnourished children

• Better historical baseline for evaluating treatments

• Increased validity of findings

• Provide the forum for standards development for 
prospective studies

• Inform new drug development



VL data platform - Scientific Advisory Committee
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Observer 

• Defining the governance
• Developing research agenda with the scientific research 

community



In partnership with

Thank you

Developing a Data Platform which 
makes sense for the 

VL scientific community 
requires dialogue and innovation

www.iddo.org/vl
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