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RONARD History 
1. ANBRaRo (RONARD) ς 10 years (2007) 

2. National conference on RDs ς nov. 2007 

3. Rare Diseases Day Campaigns  (2008 - 2017) 

4. Partnership with  MoH for a NPRD (2008, 2013, NCRD since 2014  and NSH 2014-2020) 

5. First national program for RDs  ς 2008; 

6. Balkan Congress for RDs ς 2009; 

7. EUROPLAN Conferences 2010, 2013; 2014,2015; 2016; 2017 ς 16-17 Nov. Zalau; 

8. European Conferences for RDs: 2007- 2011; National conferences 1-2/ year;   

9. Rare Diseases School for journalists ς the 6
th

 edition  in 22
nd

 - 25
th

 Nov. 2017, 
Bucharest; 

10. 2013 ςnational and European working groups and committees: CNBR, EURORDIS, 
EUCERD, ANPD; 

  

  



APWR ς 14 ani ANBRaRo ς 10 ani ARCrare ς 6 ani 

Infiintare ς 2003 Lansare ANBRaRo Iulie 2011 ς lansare 

Conferinta IPWSO  NZ -2004 
Conferinta PWS Germania 

Conferinta nationala de boli rare ς 
nov.2007 

Sept. 2011 ς campania de informare 
privind LMC 

Centrul de informare pt. BR 2005 
www.apwromania.ro 
www.rjrd.ro  

Ziua Bolilor Rare (2008 - 2013) 
2014 ς Tema: Joining together for better 
care; 

Nov.2011 ς grup de pacienti cu LMC 
la centrul NoRo 

Congresul Balcanic de endocrinologie ς 2005 Parteneriat pt. PNBR Dec. 2011 ς www.arcrareromania.ro 

Conferinta  mondiala PWS si BR ς Cluj 2007; Primul program national de BR ς 2008; 2012 ς Campania ά!ŘǊƛŀƴŀ existaέ 
ZBR 

-Lansare ANBRaRo - 2007 
-BoD Eurordis, IPWSO ->2007 

Conferinte Europlan 2010, 2013; Partenriat pentru organizarea de 
videoconferinte  

- Acord de parteneriat MS: 2008, 2013; 
capacitate de cercetare ANCS; 

Congresul Balcanic de boli rare ς 2009; Sept. 2013 ς workshop LMC 

-Implementare proiect NoRo: 
-Centrul NoRo, acreditat atat pt.servicii 
sociale cat si medicale; 
-www.edubolirare.ro, cursuri autorizate pt. 
specialisti ; 
Centrul NoRo (www.eucerd.eu) 
Proiect NoRo ς Frambu, parteneriat pentru 
viitor  

Conferinta Europeana de boli rare 2011;  
 
2013 ς www.aspac.ro; 
 
Prezenta permanenta la nivel european; 
EURORDIS, EUCERD; 
Joint Action for Rare Diseases 
Proiect ColaboRARE 

Grupuri de pacienti 
 
Proiect de dezvoltare 
organizationala EPF 
 
Strategie 2014 ς 2020; 
 
Scoala de boli rare pentru jurnalisti 

Comisia de acreditare a serviciilor sociale; 
Comisiile de incadrare in grad de handicap; 
- Premii: Gala Societatii Civile, Medica 

Academica, Femeia anului 2011; 
Europeanul lunii, decembrie 2012; 
- Inovare in sanatate 2016 

CNBR MS, EUCERD, CEGRD, CAN; 
2013 ς PNBR ς inclus in Strategia 

Nationala de Sanatate ; 
ColaboRare 2016 

www.radionoro.ro 
 

 
Membrii CD COPAC 

Vocea pacientilor ς 2011 
 

http://www.apwromania.ro/
http://www.rjrd.ro/
http://www.arcrareromania.ro/
http://www.arcrareromania.ro/
http://www.edubolirare.ro/
http://www.eucerd.eu/
http://www.aspac.ro/
http://www.radionoro.ro/


1. RDs solidarity project   

2. Europlan 

3. Rare Diseases Day 

4. Partners: NoRo, Access ς Ability 

5. NATIONAL PLAN FOR RARE DISEASES!!! 

6. Project ColaboRARE, funded by EEA grants 

7. ASPAC: www.aspac.ro & www.participrare.ro  

8. NoRo Radio: www.radionoro.ro  

 

  
  

 

CONFERINŝA NAŝIONALŀ DE MANAGEMENT MEDICAL MODERN, SPECIALIZAREA 

GENETICŀ,16 MAI 2012, BUCUREķTI  

http://www.aspac.ro/
http://www.participrare.ro/
http://www.radionoro.ro/


10 YEARS OF ACHIEVEMENTS 

1. Increased awareness 

2. Rare diseases now recognised as a public health priority 

3. NPRD as part of the National Strategy for Health 

4. An empowered rare disease community 

5. A strong patient voice 

6. Increased patient engagement and more patient associations  

7. Less isolated rare disease patients and families 

8. Improved list of approved and reimbursed treatments  

9. Accredited Centres of Expertise  and participation of  CoE in European Reference Networks 

10. Better and faster diagnostic for rare diseases 

 

  

  



 
 
 
 
 
 
Increased awareness 

 

1. Over the last decade, we have raised awareness so that people better understand 
rare diseases and their impact through initiatives such as Rare Disease Day. 

2. Since Rare Disease Day started in 2008, hundreds of events have been held by 
thousands of people all over the country.  

3. Rare Disease Day brings together millions of patients, families, personal assistants,  
professionals, policy makers and members of the general public in solidarity to raise 
awareness. 

                                                                                RDD 2017 

http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
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Rare diseases now recognized as a public health 
priority 
1. The development NPRD started in Romania in 2007 

2. NPRD in most Member States 

3. For the next decade, we must act with determination to ensure that rare diseases continue to 
be recognized as a public health priority across Europe and around the world.  

4. All patients should benefit from equal access to the new opportunities stemming from 
scientific, technological and organizational innovation in a sustainable and fair way. 

5.  www.bolirareromania.ro; 

6.  www.aspac.ro;  

7. www.participrare.ro 

8. www.radionoro.ro  

9. Patients are also empowered by their connections to the rest of the rare disease community 
through www.radionoro.ro and participation in trainings, workshops, conferences, intersectorial 
meetings, committees, etc. 
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Empowering patients 
  

VWe are learning by doing and we have to rethink our prioritiesΧ 

 

Key elements of patient empowerment: 
ü Patients have the right to make their own choices and the 

ability to act on them and network to share good practices 
 

ü Helping others, patients help themselves 
 

ü They have to come together and create support groups, 
patient organizations and links to other stakeholders; 

 

  



First  e-Learning  for organizational development of our members: 
www.aspac.ro  

PARTICIPRARE.ro 
 
 
 
www.participrare.ro is a platform that aims to facilitate the 
involvement, collaboration and communication among all 
interested parties in the field of rare diseases . 

RADIONORO.ro 
 
www.radionoro.ro Radio NoRo ς the voice of patients is an 
online radio that provide information about RDs. 

http://www.aspac.ro/
http://www.participrare.ro/
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The role of patients organizations 
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RONARD  2016 

ÇAn intersectoral group have been initiated in 2015  

ÇAccreditation of CoE and participation to ERNs 

ÇA partnership agreement established with NADP in April 2016 for: 
 
×Connecting the specialized social services with CoE in Romania; mapping of the 

services on the platform: www.participrare.ro; 
×Defining criteria's for rare disabilities ; 
×Training programs for personal assistants and carers of people living with RD; 
×Delivering training programs for social services providers for RDs 
×Support for Help Lines and assessing the need for case  managers to facilitate access 

to care services & implementation of case management - Rarebarometer 
×Raising awareness for rare diseases at national level; 

 

 

http://www.participrare.ro/


 
 
 
Ro-NMCA-ID (RoNetwork Multiple Congenital Abnormalities with ID): 

 

 1. L.Turcanu Paediatric Emergency Hospital Timisoara (Regional Centre for Medical 
Genetics Timis); 

 2. NoRo Pilot Reference Centre for Rare Diseases in Zalau; 

 3. County Emergency Hospital Craiova (Regional Centre for Medical Genetics Dolj) 

 пΦ άSfanta aŀǊƛŀέ tŀŜŘƛŀǘǊƛŎ 9ƳŜǊƎŜƴŎȅ IƻǎǇƛǘŀƭ Iasi, Medical Genetics Center 

 рΦ aǳƴƛŎƛǇŀƭ IƻǎǇƛǘŀƭ έ5ǊΦ Gavril Curteanuέ Oradea (Regional Centre for Medical 
Genetics Bihor) 



 
 


