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APWR & NoRo Center

Direct services (accreditation)
Local and County Strategy for
services

International cooperation

RONARD

48 national organizations

NPRD in NSH

27 Centers of Expertise

10 CoE in 6 ERNSs and 8 in evaluation
> 20 of innovative drugs updated list
NCRD

Good cooperation of all stakeholders
National, EU and international
networks

ARCrare

National and EU
cooperation for a NPC
Direct services at NoRo
Campanii de informare
Conferinte, seminarii, etc.

Anniversary




NoRoO Center

v'Goal: To provide integrated care for patients with rare
diseases and their families according to their health,

social and everyday needs
vintegrated care
according to the un I
needs mprove access to
vb K q ensure treatment, thel’aples, equal access to
barriers in access t COI’I'[I::Ulty rehabilitation, fLR e and dignity
Celte 0 psychological support rare diseases

care and all aspects of socia
inclusion

Opened in June 2011- to improve the quality of life for PLWRD
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2. Consequences if problem is not solved (relevance) O Focus
Poor quality of life for patients and  Severe economical and emotional burden for No real inclusion in society
families families and society

1. Our Big Problem and the impact of COVID- 19

More than 90% of the rare disease's patients in Romania are still undiagnosed. RDs affects >1.000.000 patients in Romania and approx.
4.000.000 people who are their family members/ caregivers, which constitutes 20% of the total population of Romania. Approx. 50% of the
population live in villages with no access to services they need.

COVID -19 affected all the world. PLWRD were often refused in hospitals or too scared, they needed faster diagnose, care
coordination, home care and monitoring.

3. Systems that drive the big problem - No systemic approach!!!

1: The system of education (2. The system of diagnosis and care h

: . : 3: The system of monitoring and
for rare diseases in Romania

No curricula for rare diseases in the fundlng

universities. There is no a medical Care pathways are not structured;
specialty for RD. Fragmentation of the few existing care
services & lack of coordination.

No national registries, no accurate data.
No proper funding of the National Plan for
Rare Disease.




OUR APPROACH

1. Direct services at

NoRo

- Social

- Medical
- Educational
www.centrulnoro.ro

2. Networking and more
services delivered
* Working with CoE

Involving and training community
nurses

Creating community support
networks

* New Networks

4. EU and International
cooperation

Eurordis
ERN
RDI
IPWSO
Ashoka
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3. Advocacy for policy

Change
- NPRD
- Accreditation of CoE

- Strategic approach and
funding



http://www.centrulnoro.ro/

Direct services
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NoRo- A Resource center for rare diseases/ Center of Expertise pens BOLRAIE nomanis

- NoRo is a “one stop shop service”, combining therapies, therapeutic
education, training, medical and social services;
- Connected with majority of Centres of Expertise in Romania and ERN +
RareResourceNet

Who?

Integrated & holistic health and social care

Social services
1. Day care centre
2. Trial for flight
3. RD Patient groups +
case management

Medical services
(Ambulatory): paediatric
psychiatry & genetics

Training for:
Patie%{s
Parents

Professionals

v .
Advocacy & up scaling

Communication

Strategy - NPRD .
Recognition

Integration into
National Policies
& Local Strategy

Center of
Expertise
Resource Center
1ISO goo01

The Prize for
innovation in
Health

Training Workshops, RDD,
for professionals trainings, conferences,
and patients publications,
Case management Radio NoRo , RDSJ;
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Opportunities created:

Improved
Services

Case o Sustainability
Training m

curricula 7

managers are
INNOVCare & .
hired by Local
ECHO

Authorities

management
policy: 1/50
persons with
disability

% EURORDIS

RE DISEASES EUROPE

Accreditation
of CoE

Intersectorial
Partnerships
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Networking s
- Local/, county, national authorities
- Members of RONARD & Centers of Expertise

- Universities and professional's associations ﬁ @% k ’

IS NOT COLLECTING CONTACTS
NETWORKING IS ABOUT

- HCP and social services \@g Qﬁ P - @5@%%

- RO-NMCA-ID :%QJ@‘}%@? e ,.,fp‘;'é;‘;.g«%};\
- COPAC 2o ‘ @@“‘;’ll/;%mﬂ(‘a@gz’)fwsimm} 5 % g r
- Journalists & medical media % "“fmmgﬁp% % %.m”facrs ®

- Community nurses = E % Ml

- Teachers

- Ashoka network

- Other networks and ecosystems F NETWORKING

- Potential funders

*A*

RELATIONS g igﬁ RORDIS

DISEASES EUROPE

EURORDIS.ORG
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2020 - 2021...online...
Measured the impact of COVID-19 for patients

——
comisarul

Updating National Plan for Rare Diseases

A prima pagind politic actualitate spo!

Improve access to treatments
Home care delivery for PLWRD
Secured access in hospitals eu

]

Ensure access to rehabilitation and therapies

rare reprezinta o prioritate-cheie in
noul Program de Sanatate al UE

Telemedicine and eHealth solutions
Increase the number of CoE accredited

WWW.centrulnoro.ro

www.riskalert.ro

EURORDIS ORG o N (S ) =" O] L pAeN]ICUBOLIRARE ACES DEFCTAR LA TRATANENT

BORIS JONNSON: SUA AU REVENIT IN POZITIA DE LIDER AL LUMII LIBERE


http://www.centrulnoro.ro/
http://www.riskalert.ro/

Working at EU and International level 4 l
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EURORDIS
RDI

IPWSO
ASHOKA
ERN ITHACA

EURORDIS.ORG

Long-term, integrated European  Access to high-quality Innovative and needs-led  Available, accessible
and national plans and strategies  health care research and development and affordable treatment

Rare2030

Earlier, faster,  Integrated and Partnership with patients Optimising data for patient
more accurate diagnosis  person-centred care and societal benefit

%
EURORDS

4 WHO Collaborative Global

NS , Network 4 Rare Diseases

RDI Advocacy Committee Webinar

Healthy living

Prevention
27th Apnl 2020
Support people to live a Enable people to manage Ensure diagnosisis firsttime  Enable more effective Support recovery and
healthy life in a healthy their own health, right with personalized therapies, faster recovery chronic care at home.
home environment. predictive care pathways. and better outcomes. ‘ RARE
Improve population health outcomes and efficiency through integrated care, real-time analytics and value-added services. & ARSI




A global problem! COVID - 19 & Rare Diseases
PR B &
> 1 milion patients with rare *\/?\f% o %%\5} % \/1@\}

diseases in Romania

problem analysis idea  plan realization success

shutterstock.com « 650764684

COVID 19 demonstrated that the biggest problems for RD patients
were: lack of access to care services combined with the fear of
infection, isolation and the need of home care and monitoring:
Evaluarea sondaj Pacientii cu boli rare din Romania in perioada
Covid-19 0.pdf (bolirareromania.ro)



http://www.bolirareromania.ro/sites/default/files/Evaluarea%20sondaj%20Pacientii%20cu%20boli%20rare%20din%20Romania%20in%20perioada%20Covid-19_0.pdf

SCRERHIMG TRAT

v'To ensure continuity of care, access to
therapies, monitor patients at home, “flag”
patients with rare diseases with risk in case
of emergency, coordinating care and
ensure their secured access to hospital.
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PROJECTS
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Virtual Case

Online therapies: Management &
www.riskalert.ro ECHO training for

Ashoka Changemakers Hackation — Team — Smalrt community nurctu.es
United EU + Industry Hea J th Cluster Ashoka AHA Philips

Partnership with MoH

New services to ensure continuity of care



http://www.centrulnoro.ro/
http://www.riskalert.ro/

Opportunity

Technology is the unique way to end
the odyssey for diagnosing rare
disease in Romania.

Debate on digital solutions need in the
Romanian Parliament for RDD 2020.

Needed for policy framework!!!!

The pandemic crisis was opening the
door to implement digital solutions;




Actions

1. Participate in different partnerships, networks,
events & ecosystems

2. Learn about different solutions

w

Promote inclusive measures in different policy
frameworks

Training community nurses (case responsible)
Involve Centers of Expertise (case managers)
Referring patients to CoE

Ensure communication among all parties

@ N o u &

Access and adapt solutions already implemented



The future 1s now!

Five Conditions For Collective Impact

Specialized Common
Agendas Agenda
Fragmented Shared
Measurements Measurement
5 BEFORE AFTER
Mutua
incepancent - Reinforicing
Activities
Sporadic Continuocus
Communication Communication
Unsupported Backbone
Efforts Organization




