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MAIN CODIFICATION SYSTEM
INHOSPITALS

. 70 % Using ICD-10
. 30% Not using ICD-10

o

ONLY 7 /O OF RARE
DISEASES HAVE A SPECIFIC
ICD-10 CODE
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THE PROBLEM

RARE DISEASES
ARE NOT VISIBLE

Rare Diseases are under reported,
under recognised and under
resourced in health care systems
using the main terminologies.
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THE PROJECT - -———————————————,
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The objective of this project, coordinated
by INSERM, is to support Member States
in implementing ORPHAcodes into their
routine codification systems and to
improve gathering information on RD in a
standardised and consistent way.
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These collaborators will require the information and
expertise generated by this project, but also by their
participation can ensure the correct use of the results
gathered on the project.
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OUR FINDINGS
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4 Implementing countries,

which can be effectively

preserving consistency.

3. Dissemination

Dissemination to Health

to ensure ORPHAcodes
appropriate adoption

patients

relevant experts. A new

1. Versatile Coding Tool

Despite the diverse settings in the

ORPHAcodes have demonstrated
to be a versatile coding resource,

introduced in different settings

Authorities and Hospital managers
is a key-intervention pre-requisite
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5. Coding undiagnosed

This visibility can facilitate access
to genomics platforms and can
accelerate the diagnosis thanks to
the shared knowledge of all the

ORPHAcode (ORPHA:616874 Rare

2. Multidisciplinary

Implementation and exploitation of
ORPHAcodes require a
multidisciplinary approach with
multiple stakeholders like clinicians,
IT, statisticians, coders/health
information management specialist,
among others

4.Key Settings for
ORPHAcodes Use

Population-based registries and
ERN registries (data about RD
diagnosis should be issued from
health records at the point of care,
based on the involvement of
hospitals in highly specialized RD
patients’care)
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6.Procedures &
Guidelines

Procedures and guidelines
developed in RD-CODE are
indispensable tools to guarantee
the appropriate use of the coding
resources allowing comparability
across countries and settings

disorder without a determined
diagnosis after full investigation)
has been created to ensure this
visibility without adding any new
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field in data collection tools.

7. Training

Multidisciplinary training

maintenance of the coding
resources, patients’ care.

e 1 I

(clinicians, IT) is strategic for the
successful implementation and
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8. Community

Set up a community of practice
not to disperse the project legacy,
to serve as a collaborative
environment to move forward in
the process of RD coding to
increase patients’ visibility,
including undiagnosed ones,
across diverse health-care
settings.
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http://www.rd-code.eu/why-orphacoding/
https://www.canva.com/design/DAEsCf6N5oM/R_fLY-P6RH5PQxVi7tXmkA/view?utm_content=DAEsCf6N5oM&utm_campaign=designshare&utm_medium=link&utm_source=sharebutton
http://www.orphadata.org/cgi-bin/ORPHAnomenclature.html
http://www.orphadata.org/cgi-bin/ORPHAnomenclature.html
http://www.orphadata.org/cgi-bin/ORPHAnomenclature.html
http://www.rd-code.eu/faq/
http://www.rd-code.eu/workpackage-5-enhancements/
http://www.rd-code.eu/workpackage-4-implementation-in-member-states/
http://www.rd-code.eu/wp-content/uploads/2021/12/826607_RD-CODE_D4-10-Romania_Outcome-Report_VF.pdf
http://www.rd-code.eu/wp-content/uploads/2019/09/826607_D5_1_RDCODE_Background-Report.pdf
http://www.rd-code.eu/wp-content/uploads/2019/09/826607_D5_1_RDCODE_Background-Report.pdf
http://www.rd-code.eu/wp-content/uploads/2019/09/826607_D5_1_RDCODE_Background-Report.pdf
http://www.rd-code.eu/wp-content/uploads/2019/09/826607_D5_1_RDCODE_Background-Report.pdf
http://www.rd-code.eu/wp-content/uploads/
http://www.rd-code.eu/wp-content/uploads/2021/12/826607_M36-Report-D4_11_Spain.pdf
http://www.rd-code.eu/wp-content/uploads/2021/12/826607_D4_8_RD-CODE_Czech-Outcome_Report_VF.pdf
http://www.rd-code.eu/wp-content/uploads/2021/12/826607_D4_8_RD-CODE_Czech-Outcome_Report_VF.pdf
http://www.rd-code.eu/wp-content/uploads/2021/12/826607_D4-9_Malta-Outcome-Report_VF.pdf
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This leaflet is part the RDCODE project’ which has received funding from the European Union’s Health Programme (2014-2020). The content of the
leaflet is part of the views of the author only and is his/her sole responsibility; it can not be considered to reflect the views of the European
Commission and/or the Consumers, Health, Agriculture and Food Executive Agency, or any other body of the European Union. The European
Commission and the Agency do not accept any responsibility for use that may be made of the information it contains.



