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Adapted from Niemann, Blood, 2020

Treatment trajectories in hematology / oncology

 – Not enough to consider one line of treatment!
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Niemann, Blood, 2023

Treatment outcomes

 – Efficacy AND toxicity AND lenght matter!
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What we mean by having more data
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Building a standardized health data resource

Briehgel et al., medRxiv, 2024



Your patient’s disease trajectory?

Briehgel et al., medRxiv, 2024
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Andersen et al, Haematologica, 2018

Clinicians needed to define clinical meaningful outcome

Infections are more dangerous than treatment in CLL
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Modelling Registry Data and Molecular Data

– over time or at fixed time points

Agius et al., Nat Comm, 2020
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Explainability and Trustworthyness

– Personalized risk factors and confidence of prediction

Agius et al., Nat Comm, 2020
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Standardized, open source data formats warranted 

Brieghel et al., medRxiv, 2024



Data

Algorithms 20 years of Modelling in NLP and Vision
50 years of Prognostic Models for CLL

Infrastructure  / Mentality
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We need to crowd-source patient data

i) Introduce Competition: if you have data 

– invite researchers to work on it

Responsibility for Patient Data  = Privacy Protection + Utilization/Exploitation

We need to be somewhere here
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Agius et al., NPJ dig med, 2024

Deploying data-driven hematology

– need to automatize and visualize in context!
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NEXT STEPS?
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Implementing Data-driven medicine

• Provide open, competitive access to health data!

• Define high impact clinical outcomes to model!

• Merging secondary and primary use of health data!

• Communicate – data scientists AND physician researchers!

• Implement into the clinic
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