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1. Centre established in 2010

2. Main structural components

> Umbrella centre including diagnostic care pathway
for undiagnosed RD patients

> 16 Centres of Expertise for RD groups that (too a 
lage extent) correspond with ERN disease grouping

3. Inpatient and outpatient care

4. Care, research and training/education

5. Formally acknowledge centre since 2018

6. Public funding since 2020 

Centre for Rare Diseases 



1. Started OrphaCoding
at Centre in 2019

2. Main reasons

> Visibility of expertise

> Distribution of public
funding to CoE based on 
OrphaCoded patient and 
case numbers

OrphaCoding at Centre for Rare Diseases 



5 Footer

Expertise-based ORPHAcoding

▪ CoE report ORPHAcodes according to their expertise

• ORPHAcodes on disorder level
→ Goal: high compliance with BfArM/DIMDI alpha-id-se list

• ORPHAcode + ICD-10-GM code firmly linked
→ Minimal extra coding work. 

▪ Medical Controlling & IT: Entering OU expertise lists into the local hospital information system 
(SAP). 

▪ CoEs have access exclusively to their individual hit lists 

OrphaCoding at Centre for Rare Diseases 



6 Footer



7 Footer

Disadvantages of the CoE expertise lists:

• In-house maintenance needing SAP programming/IT deployment time

• Enable simple, standardised OrphaCoding exclusively at the Centre for RD

• Match with Alpha-ID-SE list not 100%

OrphaCoding at Centre for Rare Diseases 



8 Footer

Counting RD patients with ORPHAcodes (QlikView):

• QlikView (data analysis software): Counting patient and case numbers (CoE and UKT)

• Assignment of patients to CoEs in QlikView via combination of specific ORPHAcode
lists + organisational unit

→ Simple, efficient analysis of rare disease figures via ORPHAcodes

→ Evaluation of CoEs and distribution of the centre funding based on ORPHAcodes

OrphaCoding at Centre for Rare Diseases 



As of 1st April 2023 all German hospital must ORPHAcode
inpatient RD patients/cases.

The ORPHAcoding has to be done using the Alpha-ID-SE list
which matches ICD10-GM with Orphacodes on disorder
level.
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Paradigm change

Fußzeile



Overview of HIS and coding tools

Hospital Information System Coding tool

SAP IS/H - Cerner i.s.h.med ID DIACOS

SAP IS/H - Daedalus Orbis ID DIACOS

SAP IS/H - Cerner Medico ID DIACOS

MEONA ID DIACOS

SAP IS/H - Cerner i.s.h.med 3M KODIP

SAP IS/H - Daedalus Orbis 3M KODIP

SAP IS/H - Cerner Medico 3M KODIP

MEONA 3M KODIP

MEONA Own development



11 Footer

Coding software DIACOS:

• Coding via "Rare" tab for entire hospital 

• Coding according to the Alpha-ID-SE list of the BfArM

• Implementation of so-called DIACOS card index boxes: cooperation with DIACOS to 
ensure the same functionality as OU hit lists.

ORPHA coding in the practice - Tübingen
(SAP IS/H - Cerner i.s.h.med and ID DIACOS)



Coding of an SE in the ID DIACOS



Coding information for §301 data set

Representation in the NDIA module of SAP IS/H



14

"Card index boxes" in DIACOS:

FooterMartin et al. Bundesgesundheitsblatt Health Research Health Protection 2022   

Excerpt from the diagnosis list of the "ID DIACOS® card 
index" for the ZSHE
(CoE for Rare Hormonal Diseases):

→Quickly access all relevant codes per subject 
centre

→Enable simple, standardised ORPHAcoding & 
CoE assignment



• ORHAcoding at the UKT (ZSE) since 2019
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Orphacoding at the UKT in figures

Footer

Martin,..., Hebestreit. Bundesgesundheitsbl 2022
https://rdcu.be/cXAOw

Tübingen 

2019 2020 2021

Total number of cases full 

inpatient

70.530 64.572 66.579

Inpatient cases with diagnosis 

ORPHA code

3.756 5.026 6.661

Orphacoding in 2021 (Tübingen) (as at 19.04.2022)

Full inpatient cases

Total number 66.579

With diagnosis Orpha identification 

number

6.661

Partial inpatient cases 

Total number 3.022

With diagnosis Orpha identification 

number

519

Outpatient new arrivals

Total number 387.690

With diagnosis Orpha identification 

number

19.811

https://rdcu.be/cXAOw
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Orphacoding at the UKT: Data quality

Footer

First statements on the quality of orphacoding at the UKT:

Analysis based on R-script "DQ-Checker", developed by Kais Tahar (Göttingen) in the framework of CORD-MI

Cases were evaluated whose diagnoses:
• ICD-10 code to orpha codes are in 1:1 ratio (ICD-10 code coded for a rare disease)
• ICD-10 and Orphacode connection is present in Alpha-ID-SE

Completeness: for ICD-10 codes clearly coding for an SE, an orpha code was also coded.
Plausibility: for ICD-10 codes uniquely coded for an SE, the assigned orphacode was coded using Alpha-ID-SE 
version 2021.

OrphaCoding Completeness Rate OrphaCoding plausibility rate

2019 49,0 % 87,61 %

2020 62,5 % 90,4 %



• ORHAcoding at the UKT since 2019

• Centre for RD: ORPHAcoding thanks to OU hit lists 
and financial incentive almost seamless and 
complete

• Hospital: (proportionally) fewer, but increasing

• From January 2023: Coding exclusively via ID 
DIACOS (some problems)

• ERN interface: counting patients for ERN 
monitoring in principle possible

• ERN registries interface: template for minimal 
(ERDRI) dataset currently implemented
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Summary 

Footer


