Perspectives on RD Coding
National & EUHA

Rula Zain, phD, Docent

National Coordinator — ERN & Orphanet
Network Coordinator — EUHA, Rare Diseases & ERN

Center for rare diseases
Karolinska University Hospital

Pl, Biomolecular and cellular medicine (BCM)
Clinical Research Center
Karolinska Institutet

KAROLINSKA

UNIVERSITETSSJUKHUSET



- European
| University Hospital
A Alliance

The European Hospital Alliance (EUHA)

KAROLINSKA

UNIVERSITY HOSPITAL

» ,
) CHARITE
! [LEUVEN IARITE
11 0 KING'S HEALTH PARTNERS @ %ﬁ}’v‘%{é{%‘j\ﬁm % S\Llrggrtr:zx\z eKnrankenhaus

ASSISTANCE HOPITAUX
PUBLIQUE DE PARIS IR

® Vall
oqgp d’Hebron

Barcelona Can

Rula Zain

KAROLINSKA

UNIVERSITETSSJUKHUSET



- . European

: UniverSity Hospital Healthcare  Research & Education  Strategy & Management  About the Alliance  News & Events  ContactUs  Search
M1 Alliance
Barcelona - Berlin - Leuven - London - Milan - Paris - Rotterdam - Stockholm - Vienna

— llmw“u' 1 TilaBRus NEeT ) ( i hiia

Mmemn

T 4 R
L sy | ‘ _ mimsssn sss s gy L

v w . mHmn 1 e
CRTT] Mg T8 /%5 1 ‘ ' A

amn &

M \r“‘;’—._:__&j\ A ammnsisiaeenFananell (3] "4l INAENES NISAEEE 1n e M
: o . r.m-. 5% o g —{ RO Lt
-lm_ ,;‘ u-‘uutul-u-u ........... : 1 G
R X m.am *’" | nsnmcssmusmemvennania 1Y L ;‘: Ay 1T
: il —\t‘ WMEE Taver 4 ‘ Wl Ny

I i m b .I. "’ﬂ“ rg! |‘h .‘ 1 q | 4 ’”ml 1 *

s R i e s o Ll L
P w— o (v ﬁw"ﬂg-ﬂ -. ‘- | - ’__; . ; /A-v:"'f

- 'd * Shan— -
.

-

”The European University Hospltal A/l/ance is formed by leading European university

hospitals with demonstrated excellence in healthcare, education and research”
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European
I-H:H University Hospital . . . -
Alliance EUHA — Strong Participation in ERNs




Rare Diseases Classification and Coding
One of the network’s strategic goals

" |nventory of the current coding systems in use in the different hospitals
" |dentifying the challenges in introducing common tools

" Gap analysis — Why OrphaCodes!
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Lessons learned on the national level
Classification and coding — Aims

Registries
= Epidemiology
= Statistic

® Clinical Trials

" Treatment

Personalized medicine

= Etiology

= New therapies
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ERN Patient records

= CPMS / Consultation * Follow-up

= Registries = Evaluation

= Guidelines = Visibility of patient groups

= Emergency healthcare

Lab systems
= Statistics
= Research

= Development of diagnostics
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