
IMPLEMENTATION STORYLINE

OD4RD2 KoM



IMPLEMENTATION PROCESS

« DIY » 
FULL 

PROCESS

USING 
SERVICES 

(API)

There is no « one for all » solutions

Analyse your needs AND constrains

Technical assessments and legal consideration are important



DOWNLOAD & SERVICES PLATFORM
https://www.orphadata.com

« DIY » : get the files !



https://www.orphadata.com« DIY » : get the files !



https://github.com/orphanet-rare-diseases-issues/RD-CODE« DIY » : get the files !



https://www.orphadata.com« DIY » : get the files !



https://www.orphadata.com« DIY » : get the files !

XML files

PARSERS needed

Conversion is possible 

(json/csv/excel)

« IT skills » needed



API FOR CODING RARE DISEASES

https://api.orphacode.org/
Update: Once a year (july)

No SLA… but

Using API services ! (Application Programming Interfaces ARE made for this )

https://api.orphacode.org/


API FOR CODING RARE DISEASES

Using API services ! (Application Programming Interfaces ARE made for this )

Access to a full list of 

« queries »

Get what you need !

Build your own

backend

Don’t use it for front-end

directly

« IT skills » needed

(but it’s full standard JSON)



DATAVISUALISATION SERVICES
https://dataviz.orphacode.org/

https://dataviz.orphacode.org/


MAPPING SERVICES
https://mappings.orphacode.org/

DOWNLOADABLE RESULTS

Csv/excel Files based mappings (input/output)

https://mappings.orphacode.org/


SEARCH BY CLINICAL SIGNS TOOLS
(HPO)

https://clinicalsigns.orphanet.app/

https://clinicalsigns.orphanet.app/


API MANAGEMENT (GATEWAY).

Next 

steps !

« legal » process 

support

SLA !



SERVICES « AT SOURCE »

Orphanet KB ES local 

instance
ETL

Local API

Local Data 

viz. API

Dedicated

API

Stakeholders:

- EC-IT

- ERN’s …

Set of tools &

services

« legal » process 

support
Technical support

RD Browser

Dataviz

Tools

(mappings/HPO)

Local security

assessment



DONT FORGET THE HELPDESK !

OD4RD2


