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RD-CODE – Czech Republic - Key Activities, Milestones

• Start reporting ORPHAcodes coded RD cases in 2 major healthcare

providers (hospitals) with at least 50 new cases per year in each to the

National Registry of Reproductive Health (NRVV, web interface or b2b data 

interface)

• Analyse technical readiness of used Hospital Information System for

producing such data

• Motol University Hospital (UNIS)

• General University Hospital (Medea) 

• Extend the reporting routines to other healthcare providers (mainly those

with ERN centres)

• At least 7 hospitals/200 cases per year

• Train coding clinical experts in the use of ORPHAcodes focused on 

hospitals participating to ERNs 

• At least 3 training sessions (in Prague and Brno)
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RD-CODE – Czech Republic - Recent progress and results

• Motol University Hospital (MUH) and General University Hospital (GUH) 

reported 306 cases with ORPHAcodes (as of 5th June)

• Survey in MUH and GUH performed, Report on Orphanet awareness

produced (end of 2019)

• RD-CODE Training Course produced (http://rd-code.ublg.cz/), 1 training

session implemented (19th February 2020)

Technical issues:

• Czech ORPHAcodes browser updated at https://slg.cz/vzacna-onemocneni/

• Value set of ORPHAcodes in NRVV updated (Czech terminology)

• Mapping table from ORPHAcodes to ICD-10 implemented in NRVV

• Translation of Orphanet portal started

• Czech ICD-10 portal updated with all Orphanet terminology 

(https://mkn10.uzis.cz/)

• Czech Health Insurance Funds will accept ORPHAcodes in 2021 reporting

Side effect: 113 OMIM codes

http://rd-code.ublg.cz/
https://slg.cz/vzacna-onemocneni/
https://mkn10.uzis.cz/
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RD-CODE – Czech Republic - Next steps and To do

• Expand to other Healthcare providers (7 HCP with ERNs)

• Push SW developers to improve the primary data collection in HISs and 

b2b data interfaces

• Intesify the communication with SW developers

• KlasifiKon conference with stakeholders and SW developers in 

December 2020 = RDs and ORPHAcodes will be main topics

• Perform at least 2 other Training Sessions in hospitals

• Finalise the Czech translation of Orphanet portal

• Regular updates of the Czech translation of Orphanet terminology

• Health Insurance Funds reporting
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New ICD-10 browser portal enriched with

ORPHAcodes and links to Orphanet

http://mkn10.uzis.cz

http://mkn10.uzis.cz/
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National Registry of Reproductive Health 

(NRVV) form with ORPHAcodes value set
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Czech Society of Medical Genetics and Genomics ORPHAcodes browser 

(credit Marek Turnovec)

https://slg.cz/vzacna-onemocneni

https://slg.cz/vzacna-onemocneni
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Health Information Systems (UNIS, Medea) implementation of NRVV form

UNIS

Medea


