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The Collaboration on Rare Diseases of the 
Medical Informatics Initiative (CORD-MI) is a 
new German initiative that aims to:
• improve the visibility of rare diseases
• provide new insights into the reality of care
• improve the quality of patient care
• stimulate research

CORD-MI is funded since February 2020 for two 
years with almost 6 million Euro by the Federal 
Ministry of Education and Research (BMBF) and 
currently includes 20 German university 
hospitals and partner institutions.*

CORD-MI is organized into the following six 
work packages (Fig. 2):

The benefits of CORD-MI will be demonstrated 
in five use cases that focus on the following 
diseases:
1) Cystic fibrosis: Analysis of the quality of care 

during pregnancy
2) Phenylketonuria: Analysis of quality of care 

and long-term morbidity
3) Fabry disease: Quantification of 

psychic/psychiatric morbidity
4) Isolated sagittal suture synostosis: 

Identification of patients with underlying 
hypophosphatasia and investigation of quality 
of care

5) Proopiomelanocortin (POMC) deficiency: 
Identification of undiagnosed patients and 
investigation of epidemiology

• Building on the core data set of the Medical 
Informatics Initiative (Fig. 1), CORD-MI will rely 
on international standards and terminologies
(e.g., Orphanet nomenclature or Human 
Phenotype Ontology) to improve 
documentation of rare diseases in German 
university hospitals.

• CORD-MI will use new methods for the 
privacy-preserving analysis of distributed 
health data (e.g., Secure Multi-Party 
Computation) to enable cross-institutional 
data use.

Figure 1: Core data set of the Medical Informatics Initiative

Figure 2: CORD-MI work packages
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