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RONARD History

ANBRaR@RONARD) 10 years (2007)

National conference on RQsov.2007

Rare Diseases Day Campaig808- 2017)

Parinershipwith MoH for a NPRP2008, 2013, NCRD since 2014 and NSH-2029)
First national program for RDs2008;

Balkan Congress for RP2009

BJROPLANRonfeences2010, 2013; 2014,2015; 2016; 20476-17 Nov.Zalay
EuropeanConferences for RDs: 20021)1]; National conferences-I/ year,

Rare Diseases School for journalistee 6" edition in 22°- 25" Nov. 2017,
Bucharest;

. 2013c¢cnational and European working groups and committé&BR, EURORDIS,
EUCERD, ANPD;




APWRc 14 ani
Infiintare ¢ 2003

Conferinta IPWSO NZ004
Conferinta PWS Germania

Centrulde informare pt. BR 2005
WWWw.apwromania.ro

Www.rjrd.ro
Congresul Balcanic de endocrinologi2z005

ConferintamondialaPWSsi BR¢ Cluj 2007

-LansareANBRaRe2007
-BoDEurordis IPWSG>2007

- Acord de parteneriat MS2008, 2013;
capacitate decercetareANCS;

-Implementare proiect NoRo
-CentrulNoRq acreditatatat pt.servicii
socialecatsimedicale
-www.edubolirare.rq cursuriautorizate pt.
specialisti;
CentrulNoRo(www.eucerd.ey
ProiectNoRo¢ Frambu parteneriat pentru
viitor

Comisiade acreditarea serviciilorsociale
Comisiilede incadrarein grad de handicap;
- Premii GalaSocietatiiCivile Medica
AcademicaFemeiaanului 2011;
Europeanullunii, decembrie2012;

- Inovarein sanatate2016

ANBRaR@ 10ani
LansareANBRaRo

Conferintanationala de boli rare
nov.2007

ZiuaBolilor Rare (20082013)
2014¢ Tema Joining together for better
care;

Parteneriat pt. PNBR
Primul program national de BRR2008;

Conferine Europlan2010, 2013;

Congresul Balcanic de boli ray2009;

Conferinta Europeana de boli rare 2011

2013¢ www.aspac.ro

Prezentgpermanentaa niveleuropean
EURORDIS, EUCERD;

Joint Action for Rare Diseases
ProiectColaboRARE

CNBR MEUCERD, CEGRD, CAN;
2013¢ PNBR; inclusin Strategia
Nationalade Sanatate;
ColaboRare016
www.radionoro.ro

ARCrare; 6 ani
lulie2011¢ lansare

Sept. 201X campania de informare
privind LMC

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

Dec. 201X www.arcrareromania.ro

2012¢ Campaniar | R Na&xibta |
ZBR

Partenriatpentru organizareale
videoconferinte

Sept.2013¢ workshop LMC
Grupuride pacienti

Proiectde dezvoltare
organizationald&PF

Strategie2014¢ 2020;

Scoalade boli rare pentrujurnalisti

Membrii CD COPAC
Voceapacientilor¢ 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/
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RDs solidarity project
Europlan

Rare Diseases Day
Partners:NoRq Accesg, Ability
NATIONAL PLAN FOR RARE DISEASES!! O
ProjectColaboRARHEuUNnded by EEA grants
ASPAGyww.aspac.ra& www.participrare.ro
NoRoRadio:www.radionoro.ro

N

CONFERI NsA NAsI| ONALI DE MANAGEMENT MEDI CAL MODERN,
GENETI CI, 16 MAI 201 2, BUCUREK TI



http://www.aspac.ro/
http://www.participrare.ro/
http://www.radionoro.ro/
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- 110 YEARS OF ACHIEVEMENTS

Increased awareness

Rare diseases nokecognisedas a public health priority

NPRD as part of the National Strateqgy for Health

An empowered rare disease community

A strong patient voice

Increased patient engagement and more patient associations

Less isolated rare disease patients and families

Improved list of approved and reimbursed treatments

e L R S

AccreditedCentresof Expertise and participation d€oBEn European Reference Networks

=
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Better and faster diagnostic for rare diseases
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| Increased awareness

1. Overthe last decade,we have raisedawarenessso that people better understand
rare diseasesndtheir impactthroughinitiativessuchasRareDiseaseDay

2. SinceRare DiseaseDay started in 2008 hundreds of events have been held by
thousandsof peopleall overthe country.

3. RareDiseaséDaybringstogether millions of patients,families, personalassistants,
professionalspolicy makersand membersof the generalpublicin solidarityto raise
awareness

RDD 2017



http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
http://www.rarediseaseday.org/
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Iricers fare

Rare diseases now recognized as a public health
priority
1. ThedevelopmentNPRDstartedin Romaniain 2007

NPRDON most Member States

3. Forthe nextdecade we must act with determination to ensurethat rare diseasescontinue to
be recognizedasa public health priority acrossEuropeandaroundthe world.

4. All patients should benefit from equal accessto the new opportunities stemming from
scientific,technologicabndorganizationalnnovationin a sustainableandfair way.

www.bolirareromania.ro; AW )
VA ©__imd

WWW.aSpac.ro; ;».Qg's L,

www.participrare.ro

www.radionoro.ro F Y ‘6

Patients are alsempowered by their connectionso the rest of the rare disease community
throughwww.radionoro.ro and participation in trainings, workshops, conferenicgsrsectoriall
meetings, committees, eic.
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http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/
http://www.eurordis.org/

' ' P % AN V}/ e
. "".ﬂlm ‘RC 7 F:!‘rmarie )
RADERVDIVN (T srom e rare @ﬁmﬁm
Asuclagiz Homari de Cuarcers Iare

- | Empowering patients

\/We are learningby doingandwe haveto rethink our prioritiesX

Keyelementsof patientempowerment

U Patientshavethe right to maketheir own choicesand the
ability to act onthemandnetworkto sharegoodpractices

U Helpingothers,patientshelpthemselves

U Theyhave to come together and create support groups
patientorganizationsandlinksto other stakeholders
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- ASPAC o
IFirst e-Learningfor organizational development of our members:
WWW.aspac.ro

PARTICIPRARE.ro

WwW\w.participrare.ras a platform that aims to facilitate the
iInvolvement, collaboration and communication among all
Interested parties in the field of rare diseases .

RADIONORQO:ro

Www radionoro.rdRadioNoRaoc the voice of patients is an

- online radio that provide information abdRDs. ) -
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http://www.aspac.ro/
http://www.participrare.ro/
http://www.participrare.ro/
http://www.participrare.ro/
http://www.participrare.ro/
http://www.participrare.ro/
http://www.radionoro.ro/

The role of patients organizations
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RONARD 2016

C An intersectoral group have been initiated in 2015
C Accreditation ofCoEand participation to ERNs
C A partnership agreement established with NADP in April 2016 for:

x Comectingthe specialized social services w@llbBn Romaniamapping of the
serviceon the platform:www.participrare.rq

% Defining criteria's for rare disabilities ;
% Training programs for personal assistants aacersof people living with RD;
% Delivering training programs for social services providers for RDs

% Support for Help Lines arassessing the need for case managerfscilitate acc
to careservices & implementation of case managemeR&arebarometer

»x Ralsing awarenedeor rare diseases at national level:
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http://www.participrare.ro/
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RONMCAID RoNetworkMultiple Congenital Abnormalities with ID):

1. L.TurcanPaediatric Emergency Hospitamisoara(Regional Centre for Medical
Genetics Timis);

2. NoRoPilot Reference Centre for Rare Diseasé&silay

3. County Emergency Hospi@iaiova(Regional Centre for Medical Genetiosl))
n dsfadtaa | NA I € t I SRA I O NAI&S, MedicalGBnstic&eater | 2 8 LIA O |

p® adzy A OA LI GavrilC@taanihArddda(RégmnesiCentre for Medical
GeneticBihor)

® --}\ European
o5 “3 Reference
®g 0. Networks

HEALTH CARE / SOCIAL CARE
Demand
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