
Provocari si oportunitati in participarea la 

Retelele Europene de Referinta 

Dr. Laura Damian, Prof. Dr. Simona Rednic 

Centrul de boli rare musculo-scheletale autoimune si 
autoinflamatorii al SCJU Cluj- 

membru in reteaua ReCONNET 

 



“ERN-ReCONNET was funded by the European Union’s Health Programme (2014-2020).”  

ReCONNET 
(Rare Connective and Musculoskeletal Diseases Network) 

Spitalul  Clinic Judetean de Urgenta  Cluj , Clinica  Reumatologie  

Centrul  de expertiza  pentru  boli  rare musculo -scheletale  autoimune  
si autoinflamatorii  
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ERN ReCONNET (26 HCPs) 

• Belgium 3 

• France 4  

• Germany 4 

• Italy 8 

• Portugal 2 

• Netherlands 3 

• Romania 1 

• Slovenia 1 
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Ghent University Hospital – Vanessa Smith 

Ghent University Hospital – Francisca Malfait 

Clinique Universitaires Saint-Luc – Frederic Houssiau 

University Hospital of Lille – Eric Hachulla 

University Hospital of Strasbourg – Thierry Martin 

Assistance Publique Hopitaux de Paris – Zahir Amoura 

Cochin Hospital – Luc Mouthon 

Charité - University Medicine Berlin – Gerd Burmester 

University Medical Centre Dusseldorf – Matthias Schneider 

Kerckoff Klinik gGmbH – Ulf Mueller Ladner 

University of Cologne – Thomas Krieg 

Azienda Ospedaliero Universitaria Careggi Firenze – Marco Matucci 

Cerinic 

Azienda Ospedaliero Universitaria Pisana - Marta Mosca 

Spedali civili di Brescia – Angela Tincani 

Policlinico San Matteo di Pavia – Carlomaurizio Montecucco 

Azienda Ospedaliera Universitaria San Martino Genova – Maurizio Cutolo 

Azienda Ospedaliera di Padova - Andrea Doria 

San Camillo Forlanini – Marco Castori 

IRCCS Ca’ Granda Ospedale Maggiore Policlinico Milano – Lorenzo 

Beretta 

Erasmus MC Rotterdam – PM Van Hagen 

University Medical Center Utrecht – Jaap van Laar 

Leids Universitair medisch Centrum – Jeska de Vries-Bouwstra 

Centro Hospitalar Lisboa Norte – Joao Fonseca 

Hospital Curry Cabral, Centro Hospitalar de Lisboa Central - Francisca 

Fontes 

Spitalul Clinic Judetean de Urgenta Cluj – Simona Rednic 

University medical Centre Ljubljana – Tadej Avcin 
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Retele europene de referinta (ERNs) 

in boli rare 

24 retele europene de 
boli rare 

ROMANIA  

 

Spit. Clinic Psihiatric òAl.Obregiaó  

  EpiCARE, Endo -ERN 

Spit. Colentina  ERN Skin 

Spit. Cl. Jud. de Urgenta Cluj  

   ReCONNET  

Spit. de Urg. B. Cardiovasc. òCC Iliescuó 

   GUARD -HEART  

IOCN Cluj -  Endo-ERN 

Reteaua de anomalii congenitale 
multiple -  ITHACA  

 

ec.europa.eu/health/ern 
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Clinica Reumatologie, SCJU Cluj   

} Clinica  Reumatologie - 
UMF òIuliu Hatieganu ó 
Cluj -Napoca  

} Centrul de cercetare in 
boli reumatologice - Prof. 
HD Bolosiu 

 

} preocupari de peste 40 
ani in boli reumatice 
inflamatoare 

 

} Spit. Cl. Jud. de Urgenta  
Cluj - incadrat in clasa 1 de 
performanta (Spital de 
categoria I) 

} acreditat in mai 2016 
(evaluat>90%, in primele 3 din 
tara) 

 

 

 

} Seful clinicii: Prof. Simona Rednic 

 

} Centrul de sclerodermie in reteaua EUSTAR 

} Registrul  EUSTAR  

} Colaborare  grupuri  internationale  de 

cercetare  in LES  

} Registrul  CAPS de sdr antifosfolipidic  

catastrofic   

} Colaborare cu Spit Copii Cluj- PRINTO , Reg. 

EUROFEVER-  

} Experienta si expertiza in colagenoze, inclusiv 

policondrita, vasculite, miopatii inflamatoare, sarcina 

si boli autoimune, tranzitie copii-adulti BR/ 

continuitatea ingrijirii 
 



ERN- Grup tematic 1-boli autoimune/ musculo-

scheletale Reteaua ReCONNET 

dir. Marta Mosca 

  

Cluster de boli  

musculo-scheletale 

 

• rare  

 

 

 

 

 

• complexe  

 

 

• ereditare 

 

 

• sclerodermie M34/ORPHA90921 

• boala mixta de tesut conjunctiv 35.1/ORPHA809 

• polimiozita M33/ORPHA732 

• dermatomiozita M33/ORPHA221 

• sdr antisintetazic M33/ORPHA81 

• boala nediferentiata t. conj. M35.9/ORPHA90002 

• sdr antifosfolipidic D68.6/ORPHA80 

• sdr IgG4 M35.8/ORPHA284264 

• policondrita M94.1/ORPHA536 

 

 

• lupus eritematos sistemic M32/ORPHA536 

• sdr Sjogren M35.0/ORPHA289390 

 

 

• sdr Ehlers-Danlos Q79.6/ ORPHA98249 
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• sclerodermie M34/ORPHA90921 

• boala mixta de tesut conjunctiv 
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• lupus eritematos sistemic 
M32/ORPHA536 

• sdr Sjogren 
M35.0/ORPHA289390 

 

 

• sdr Ehlers-Danlos Q79.6/ 
ORPHA98249 

 
 

• Centrul de Sclerodermie - peste 250 pacienti 
in registrul EUSTAR 

• Miopatii inflamatorii – peste 250 pacienti 
istoric; in monitorizare activa cca150 

 

• Cohorta de policondrita- istoric 40 pacienti 
(in monitorizare activa 25) 

 

• Sdr IgG4- 10 pacienti 

 

• Sdr antifosfolipidic catastrofic- 9 episoade la 
7 pacienti  

 

• Cohorta de LES- peste 200 pacienti 

 

• Sdr Ehlers-Danlos- 30 pacienti (din care tip 
vascular 2) 
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ERN: Mission and Vision Statement 

}Facilitarea accesului la ingrijiri mai bune si 
mai sigure, 

} definirea evaluarii corespunzatoare a 
organizatiilor din domeniu 

}Identificarea unor cai standard, cost-
eficiente, de management al bolilor rare 
de tesut conjunctiv 
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ERN: Misiune și Viziune 

} Ingrijiri de calitate înaltŇ, omogene, în cadrul ǚŇrilor UE  

} Facilitarea ŘƛŦǳȊŇǊƛƛ Ǔƛ ŎƛǊŎǳƭŀǚƛŜƛ informaǚƛŜƛΣ ca Ǔƛ a ǇŀŎƛŜƴǚƛƭƻǊ Ǔƛ personalului 

medical 

} Optimizarea resurselor disponibile Ǔƛ livrarea unei îngrijiri cost-eficiente 

} /ǊŜǓǘŜǊŜŀ ƛƳǇƭƛŎŇǊƛƛ ǇŀŎƛŜƴǚƛƭƻǊ în management-ul bolii lor 

} Progresul  ŎǳƴƻǓǘƛƴǚŜƭƻǊ despre boli rare Ǔƛ complexe  

} Dezvoltarea recoƳŀƴŘŇǊƛƭƻǊ Ǔƛ ghidurilor clinice de calitate  

} Facilitarea ŎŜǊŎŜǘŇǊƛƛ epidemiologice, clinice Ǔƛ ǘǊŀƴǎƭŀǚƛƻƴŀƭŜ . 
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ReCONNET Governance Structure 
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Patients Involvement in ReCONNET 

PReps PReps 

PReps 

PReps 
PReps 

PReps PReps PReps 

PReps 

PReps 

PReps 

PReps 

PReps 

PReps 

PReps 

 

Patient Organisations  
Working Group 
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ReCONNET WPs 5-years workplan 

WP Number  WP Title  Start month  End month  

1 Coordination and Management 1 60 

2 Evaluation 1 60 

3 Development of standard clinical guidelines and 

practice 

1 36 

4 Adaptation and definition of the contents of the 

central ERN IT platform and environment 

6 54 

5 Economic and organizational issues 7 60 

6 Communication and Dissemination 1 60 

7 Networking and sustainability of the ERN 7 60 

8 Education 13 60 

9 Ethical and legal issues, and privacy 18 60 

10 Data integration and sharing 13 60 

14 
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WP3 – DEVELOPMENT OF STANDARD CLINICAL 
GUIDELINES AND PRACTICE (M4-M12)  

Tasks M1 M2 M3 M4 M5 M6 M7 M8 M9 M10 M11 M12 

Task 3.1 - Deep revision of the existing 

guidelines and practice for rCTDs                   

Task 3.1.1 Review of the literature and screening 

of websites and documents of scientific Societies                   

Task 3.1.2 Survey among HCPs members to map 

current practice           

Task 3.1.3 Design and conducting of a survey 

among patients, authorities, healthcare providers, 

etc.           

15 
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WP4 - Adaptation and definition of the contents of the 
central ERN IT Platform and environment (M6-M12) 

Tasks 
M1 M2 M3 M4 M5 M6 M7 M8 M9 M10 M11 M12 

Task 4.1 - Co-design and 

development of IT services 

(eLearning, eHealth, etc.) 

Task 4.1.2 Meetings for the 

co-design of the website 

content 
    

Task 4.2.1 Survey for the 

assessment of patients, 

families and caregivers for the 

design of eHealth and 

eLearning tools 
              

16 



Oportunitati 
• Colectarea de date 

epidemiologice/clinice/gen

etice din tara 

• Registre 

• Medicatie/studii 

• Uniformizarea practicii in 

UE in BR 

• Modele  

• Telemedicina 

• Colaborare stiintifica  

• Educatie 

• Prietenii 

 

 

• Implicarea tuturor 

membrilor din echipa: 

asistente, kinetoterapeuti, 

psihologi 

• Contacte cu toti 

“stakeholders”: pacienti, 

asociatii, apartinatori, 

autoritati, finantatori… 

• Colaborare inter-

institutionala 

•  modificari/ generare de 

legislatie 

Progres 



Oportunitati 
• Se lucreaza “la standarde” 

• In bolile acoperite de retea 

avem mijloace de dg  

– Imunologie, imagistica f 

bune 

– ATI/ingrijire critica f bune 

• Participare la ghiduri 

europene 

– Centru nostru-Junior 

coordinator pentru  

Policondrita recidivanta 

– Ghiduri de miopatii 

inflamatoare, BMTC, 

sclerodermie, lupus 

 

 

 

• Creste vizibilitatea 

medicinei din tara 

• Baze pentru evaluarea 

reala a nr de pacienti cu 

BR din tara 

 

• Baze pentru formarea 

unor retele orizontale 

nationale 

• Colaborari intra-

nationale si 

internationale 



Provocari 
Probleme legate de  

• acces 

– consultatii si acte administrative 

pentru boli “frecvente” 

• nr pacienti raportati  

– evaluarea centrului - in fct de nr 

de pacienti in servicii, in medie 

2/an;  

– Toti pacientii vazuti trebuie 

inclusi in sistemul informatic, 

pentru a fi auditabili 

– 20 minute/consultatie... 

 

 

– Lipsa registratorilor 

– Dificultati de 

functionare a 

programului si a 

transmiterii datelor 

catre CAS 

– Dific integrare cod 

ORPHA 

 

• Registrul de boli 

rare 

• Registre nationale – 

comunicand cu 

Reg. Europene de 

boli rare 



Provocari 
Rolul unui centru de expertiza, 
din perspectiva directa a pacientului 

• diagnostic  

• tratament 

– spitalele se autofinanțează 

– DRG în boli rare 

• finantare: 

– in programe naționale 

• Ghiduri nationale multicentrice, cu 

implicarea pacientilor si a altor 

stakeholder, inclusiv CNAS (cf 

AGREE), dar  

• prezenta unei medicatii in ghid e doar 

primul pas 

 

– Comisii de Boli Rare 

ale Spitalelor 

– Legislatie privind: 

• Centrele din reteaua 

de expertiza 

• Legislatie privind 

medicatia off-label 

• finantare pe caz 

individual 

 

• Finantare- granturi 

• Biobanca 

• Registrul de boli 

rare 



Va multumim pentru colaborarea de fiecare zi! 


