
BfArM | RD terminology and coding in Germany | 02 December 2020 | Page 1

RD	terminologiy	and	coding	in	
Germany	

Stefanie Weber, BfArM



BfArM | RD terminology and coding in Germany | 02 December 2020 | Page 2

Contents

1. Rare disease coding in Germany
2. Status and next steps
3. Other news on classifications and terminologies from Germany



BfArM | RD terminology and coding in Germany | 02 December 2020 | Page 3

Rare	diseases in	routine coding

ICD‐10‐GM‐Tabular list:

Alphabet of ICD‐10‐GM: 88 Entries for Code Q87.8:

1. ICD‐10‐GM only has
about 350 rare diseases
with a specific Code (e.g. 
Q87.4)

2. Most rare disesas are
coded with unspecified
codes in ICD‐10‐GM (e.g. 
Q87.8)
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NAMSE	Action	item	19
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Alpha‐ID‐SE	
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• Since 2020 coding with ICD‐10‐GM and Orphacodes is mandatory for Centres
of Expertise to enable statistical analysis of number of patients with rare 
diseases treated in centres
https://www.g‐ba.de/beschluesse/4072/

• In preparation: new legislation to allow for capturing of ICD‐10‐GM‐Codes 
together with Orphacodes in all hospitals in Germany. This will enable:

• Statistics on numbers of patients
• Use of codes in electronic health record
• …

 BfArM will continue to maintain and expand the content of the Alpha‐ID‐SE 
and will provide it to the users on a routine basis once a year.

Status	and next steps
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• BfArM will be National Release Centre for SNOMED CT for Germany starting 
from January 1st 2021

• LOINC will be further translated and put to more standardized use in 
Germany

• BfArM will host Orphanet Germany from January 1st 2021

BfArM will host a National Competence Centre for medical Terminologies

Other	news on	Classifications and
Terminologies from Germany
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Thank you very much for
your attention!

Contact
Federal Institute for Drugs and Medical Devices
Division P16 – Medical Classifications and Centre for Semantics 
Kurt‐Georg‐Kiesinger‐Allee 3
D‐53175 Bonn

Contact person
Dr. Stefanie Weber
Stefanie.weber@bfarm.de
www.bfarm.de
Tel. +49 (0)228 99 307‐4945


