ASOCIATIA

PRADERWlLLl Nr.23 Mai 2011

Oameni RARI
siBolile RARE

Recreere la Aghires

La sfarsitul lunii mai s-a organizat o iesire la ponei impreuna cu parintii,
copiii care beneficiaza de terapie comportamentala la Asociatia Prader
Willi din Romania si echipa APWR. Vremea placuta de afara ne-a oferit
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Parteneriat Norvegiano-Roman (NoRo)

Centrul Frambu de Boli Rare a avut
pldcerea de a fi unul dintre cele doi
parteneri norvegieni in acest proiect.

Fiind unul dintre membrii Spatiului Economic
European (SEE), Norvegia a avut oportunitatea de
a finanta Romania prin intermediul Programului
de Cooperare pentru Romania si Bulgaria.

Directorul de la Frambu, Tove Wangensteen,
a semnat acordul de parteneriat cu Asociatia
Prader Willi din Romania in octombrie 2008 si a
fost foarte incantat sa auda in aprilie 2009 ca
au castigat finantarea. Suntem, desigur, extrem
de mandri ca am facut parte din acest program
ca unul dintre Partenerii Norvegieni in proiectul
NoRo.
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Directorul a numit o echipa care sa urmareasca
si sa contribuie la derularea proiectului. Am stiut
ca unul dintre obiectivele principale a fost acela
de a stabili si de a construi un centru, numit
Centrul Pilot pentru Boli Rare din Zalau si am fost
fericiti pentru ca am putut sa oferim sfaturi si sa
impartasim din experientele Centrului Frambu.

Am inceput inca din luna septembrie 2009,
vizitand Asociatia Prader Willi din Romania la Zalau.
0 prezentare detaliata a proiectului a fost oferita
echipei. Au fost prezentate solutii arhitecturale si
structurale ale Centrului pilot, urmate de o vizita
la locul unde se va incepe la constructia cladirii
in viitorul apropiat. Aceasta vizita a fost prima
din multele vizite care au urmat pentru a evalua
activitatea privind constructia Centrului Pilot.
Am vazut cladirea dezvoltandu-se, dintr-o ruina
ajungand sa devina o cladire moderna in care fsi
vor desfasura activitatea pacienti cu boli rare din
Romania.

Vizitele efectuate de catre echipa Frambu au
inclus, de asemenea, intalniri cu partenerii locali
si reprezentanti ai Societatii Romane de Genetica.
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Aceste reuniuni nu ne-au dat doar oportunitatea
de a impartasi experientele noastre, dar a fost,
de asemenea, o oportunitate pentru noi de a
actualiza si reconsidera modul nostru propriu
de lucru pentru binele pacientilor nostri cu boli
rare.

Credem ca fiind parteneri a fost o experienta
plina de satisfactii, nu numai pentru reprezentantii
Proiectului NoRo, dar si pentru Frambu.

Parteneriatul nostru ne-a dat posibilitatea de
a intra in contact cu profesionisti de la Centrul
Pilot care au venit la Frambu. Unii dintre ei au
urmarit cursurile de la Frambu pentru pacientii cu
bolile rare, altii au studiat partea administrativa
a centrului, iar unii au urmarit modul in care
folosim Frambu si imprejurimile sale pentru binele
pacientilor nostri.

Ca fondatori ai Centrului Pilot s-a inteles
importanta cursurilor de formare online si
eUniversity, astfel am implicat Centrul Norvegian
pentru Asistenta Integrata si Telemedicina din
Tromsg. O vizita la acest centru a fost utila nu
numai pentru reprezentantii Centrul Pilot, dar,
de asemenea si pentru reprezentantii Frambu. In
perioada derularii proiectului angajatii Frambu
au muncit din greu pentru a imbunatati utilizarea
instruirii online si a videoconferintelor. Am avut
posibilitatea de a demonstra partenerilor nostri
din Romania, utilitatea conferintelor video, atat
privind cursurile, prelegerile in diferite studiouri
in locuri diferite din Norvegia dar si ca intalniri fata
in fata cu o singura persoana cu o boala rara.

Cea mai importanta parte a acestei lucrari
a fost sa vezi rezultatele muncii asidue a
reprezentantilor romani din proiect. Ei nu au
construit doar un centru, ci au organizat cursuri
pentru persoanele afectate de boli rare si
familiile lor, au instruit profesionisti, au organizat
conferinte si au publicat informatii despre bolile
rare. Impartasirea de informatii despre bolile o
facem pentru pacientii nostri cu boli rare si este
nucleul muncii.

Echipa Frambu a fost privilegiata ca a avut
aceasta ocazie de a urmari derularea proiectului in
2009-2011. Am descoperit ca nu doar am impartasit
cunostinte din munca noastra cu persoanele cu
boli rare din ultimii 20 de ani, dar am invatat,
de asemenea sa cunoastem idealismul si daruirea
demonstrate de echipa de proiect din Romania
in lupta lor de a incerca sa imbunatateasca viata
pacientilor cu boli rare.

Lisen J. Mohr
Consultant, Comunicare si Documentare
Frambu - Centru de Boli Rare Norvegia




Pirteners presents

The Norwegian — Romanian (NoRo) Project
— Being a Partner

Frambu - Resource centre for Rare Disorders
has had the pleasure of being one of the two
Norwegian partners in this project. Being one
of the members of the European Economic Area
(EEA), Norway has had a great opportunity to grant
Romania through the Cooperation Programme for
Romania and Bulgaria.

The director at Frambu, Tove Wangensteen,
singed the partnership agreement with The Prader
Willi Association Romania in October 2008 and
she was very pleased to learn in April 2009 that
they won the Norway Grants contest. We are of
course extremely proud to have been a part of
this programme as one of the Norwegian Partners
of this NoRo Project.

The director appointed a team to follow and
contribute to the project. We knew that one of
the main goals was to establish and build a centre,
called the Pilot Centre for Rare Diseases in Zalau
and were happy to be able to give advice and to
share experiences from Frambu.

We started of in September 2009 by visiting
the Prader Willi Association Romania in Zalau. A
thorough presentation of the project was given to
team. The architectural and structural solutions
of the Pilot Centre were presented, followed by a
sight-seeing of the sight where the building would
start in the near future. This visit was the first of
several visits to follow to evaluate the expanding
work of the Pilot Centre. We saw the building
develop from being next to a ruin to a modern
building designated to the work for the best of
people with a rare disease in Romania.

The visits by Frambu’'s team have also
included meetings with the local partners and
representatives from the Romanian Genetics
Society. These meetings has not only given us
the opportunity to share our experiences but
also been an opportunity for us to update and
reconsider our own way of working for the best
of our patients with rare diseases. We find that
being a partner has been a rewarding experience
not only for the representatives from the NoRo
Project but for Frambu as well.

Our partnership has also given us the
opportunity to receive professionals connected to
the Pilot Centre at Frambu. Some of them have
followed courses at Frambu for rare diagnoses,
others have studied the administrative part
of the centre and some have had a close look
at how we use Frambu and its surroundings for
the best for our patients. As the founders of the
Pilot Centre early understood the importance of

online training courses and an eUniversity; we
involved the Norwegian Centre for Integrated
Care and Telemedicine in Tromsg, Norway. A visit
at this centre was useful not only for The Pilot
Centre representatives but also for Frambu’s
representative as well. During the project period
Frambus employees have worked hard to improve
the use of online training and video conferences.
We have had the possibility to demonstrate the
use of video conferences to our partners from
Romania; both at courses sharing lectures with
studios in different places in Norway and as a face
to face meeting concerning only one person with
a rare disease.

The most important part of this work has
been to see the results of the hard work of the
Rumanian representatives in project. They have
not only built a centre but also started courses
for people with a rare disease and their families,
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trained professionals, arranged conferences
and published information about rare diseases.
Information about rare diseases is the core of the
work we are doing for our clients. At the Pilot
Centre they have recognised this important issue
to the very best for their clients.

Frambu’s team has been privileged to have
had this opportunity to follow this project during
the project period of 2009 -2011. We find that not
only have we been allowed to share our knowledge
from our work for people with rare diseases for
the last 20 years, but we have also learned to
know the idealism and dedication demonstrated
by the Romanian project team in their strive to
improve the life of their clients.

Lisen J. Mohr
Consultant, Communication and Documentation
Frambu - Resource Centre for Rare Disorders Norwey
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Punte peste ocean

Cele mai frumoase amintiri din viata noastra,
raman intotdeauna acele amintiri care isi pun
puternic amprenta asupra dezvoltarii noastre
personale si profesionale. Astfel, una din aceste
memorabile amintiri ramase si in viata mea este
cea in care in urma cu un an, am desfasurat un
schimb de experienta in Statele Unite ale Americii
la Scoala ,Marion Jordan” Palatine, statul
IUlinois.

Acest schimb de experienta mi-a oferit
oportunitatea de a cunoaste si de a invata
metodele si tehnicile de lucru in terapia cu copiii
autisti, experienta care, m-a imbogatit atat
profesional, cat si cultural si spiritual si pe care,
evident, n-o voi uita niciodata.

—
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sufleteasca, mult respect si colegialitate, colegele
de la Scoala ,,Marion Jordan” au manifestat un
profund interes in a-mi impartasi din experienta
lor. Au avut rabdarea si amabilitatea de a ma invata
toate tehnicile simetodele de lucru care le foloseau
zi de zi in activitatea lor didactica. Ceea ce m-a
impresionat foarte mult in acea scoala, a fost baza
materiala existenta. lar din cele relatate de colege,
am inteles ca o mare contributie financiara a bazei
materiale a unitatii scolare o are comunitatea, atat
primaria, cat si parintii copiilor care contribuie in
mod substantial la realizarea bazei materiale. De
asemenea, fiecare sala de clasa de la invatamantul
special, respectiv de la clasele pentru copiii cu
autism era impartita in diferite compartimente

4
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in primul rand vreau s& mentionez faptul ci
cele 5 clase de invatamant special unde mi-am
desfasurat activitatea timp de o luna de zile, erau
clase integrate in invatamantul de masa, tocmai
pentru a nu se face discriminari si a-i ajuta pe copiii
cu nevoi speciale pentru a se integra, a socializa si
a relationa mai usor cu copiii din invatamantul de
masa.

In continuare as dori sa impartasesc din cele
invatate si observate in acea scoala. Pe langa faptul
ca am fost primita si tratata cu multa caldura
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unde se desfasurau activitatilor zilnice, cum ar fi:
reading corner - coltul de lectura, reading buddies
- lectura comuna cu copiii din invatamantul de
masa, sensory - activitate senzoriala, play - spatiu
de joaca, relaxations - activitate de relaxare,
computer - activitate desfasurata la calculator,
desk/independent work - diferite activitati
desfasurate individual in banca.

In afara activitatilor desfasurate in sala
de clasa, elevii din invatamantul special, mai
desfasurau activitatiin laboratoare de informatica,




arte, muzica, biblioteca, sala de sport,
dar si in cabinete de asistenta sociala,
logopedie si de terapie ocupationala.
Profesorii de la clasa coloboreaza
strans cu profesorii din laboratoarele
si cabinetele de asistenta sociala,
logopedie si terapie ocupationala.
La sfarsitul fiecarei zi de munca,
profesorul psihopedagog intocmeste
o fisa individuala, in care sunt trecute
toate aspectele pozitive, dar si negative
ale elevului din ziua respectiva. Aceasta
fisda este completata atat de catre
profesorul de la clasa, cat si de catre
asistentul social (care intruneste si
rolul de consilier scolar si consilier in
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cariera), de catre logoped si terapistul

ocupational. Metoda de baza folosita in terapia cu
copiii autisti o constituie utilizarea pictogramelor,
realizate de catre profesorii psihopedagogi
in camera de lucru destinata profesorilor, din
materialele puse la dispozitie de catre scoala.
Pictogramele sunt imagini care reprezinta diferite
obiecte, actiuni, fenomeneale naturii, anotimpuri,
culori, legume, fructe, mijloace de transport,
litere, cifre, zilele saptamanii, lunile anului, etc.
Pe fiecare pictograma in parte, sub imagine este
scris numele obiectului sau a actiunii respective.
Profesorii realizeaza aceste pictograme cu
ajutorul unui soft educational, Boardmaker care
permite profesorilor sa selecteze pictogramele in
functie de categoria din care fac parte.

Datorita programei scolare foarte bine
adaptate nevoilor si capacitatilor intelectuale ale
elevilor din aceasta scoala, precum si a metodelor
si tehnicilor de munca si a materialului didactic
folosit, am constatat ca, elevii din aceste unitati
de invatamant special inregistreaza un progres
mai rapid in dezvoltarea psihica, intelectuala si
sociala, isi dezvolta mai usor psihomotricitatea
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si totodata si autonomia personala. Ritmul de
munca mai lent si volumul de munca mai redus
comparativ cu stilul de munca din scolile speciale
din Romania, confera elevilor americani o
dezvoltare mai rapida si un progres in a deveni
autonomi.

Mi-as dori ca pe viitor sa pot impartasi si altor
cadre de specialitate, precum si tuturor copiiilor
cu nevoi speciale si in mod special copiilor cu
autism, cunostintele mele acumulate in acest
bogat schimb de experienta.

Multumesc pe aceasta cale Asociatiei Prader
Willi Romania prin intermediul careia am avut
aceasta oportunitate, dar mai ales doamnei
psiholog Valerie Gruenwald de la Scoala ,,Marion
Jordan” - Palatine, Ilinois - SUA, la invitatia si
cu ajutorul careia am realizat acest frumos si
bogat schimb de experienta. Mereu vor ramane
in amintire persoanele dragi din viata noatra,
dar in mod deosebit cele ce ne-au influentat in
mod pozitiv viata si au insemnat ceva pentru
noi. Pot doar sa amintesc aici 3 nume: Dorica
Dan - presedintele Asociatiei Prader Willi, Amalia
Sabau - psiholog (colega care m-a invitat la

cursul sustinut de catre echipa americana
in cadrul asociatiei si care a fost punctul de
plecare al schimbului meu de experienta)
si nu in ultimul rand, Valerie Gruenwald
- psiholog, datorita careia am realizat o
punte a prieteniei peste ocean. Acestei
,triade” 1i voi fi mereu recunoscatoare.

Felicitdri si..la mai mare Asociatiei
Prader Willi din Roménia!

Doresc putere de muncd si succese
depline in realizarea tuturor obiectivelor
propuse!

Luminita - Sorina Cordea,
prof. psihopedagog,
C.S.E.l.,,Speranta” Zaladu

Voluntar, APWR
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Suntem onorati sa va invitam sa participati la deschiderea oficiala a Centrului Pilot de

Referinta pentru Boli Rare,,NoRo” si Conferinta cu titlul,,Abordarea Europeana a Bolilor Rare”

organizatd cu acest prilej la Zaldu, in data de 28-29 iunie 2011!

Infiintarea Centrului Pilot a fost posibila datorita proiectului ,Parteneriat Norvegiano-

Roman (NoRo) pentru Progres in Bolile Rare” implementat intre anii 2009-2011 cu sprijin

financiar din partea Programului Norvegian de Cooperare si Dezvoltare Economica Sustenabila in

Romania.

De asemenea, au fost alaturi de noi: Asociatia Prader Willi Norvegia, Centrul FRAMBU Norvegia, Ministerul

Sanatatii Romania, Consiliul Judetean Salaj, Primaria Muncipiului Zaldu, Fundatia ACASA, Biserica,Sfanta Familie” Zaldu,

Universitatea de Medicina si Farmacie ,Victor Babes” Timisoara, Societatea Romana de Genetica Medicala si Alianta

Nationald pentru Boli Rare Romania.

Va asteptam cu drag!

Dorica Dan, presedinte APWR

Anunt pentru specialisti

Alianta pentru Cercetare Biomedicald in

Europa a fost fondatd in decembrie 2010,

de cdtre patru mari societdti europene

universitare medicale si anume: Asociatia

Europeand de Cancer (AEC), Societatea

Respiratorie Europeand (SRE), Societatea

Europeand de Cardiologie (ESC) si Asociatia

Europeand pentru Studiul Diabetului (AESD).
Scopurile principale ale asociatiei si

obiectivele sunt de a promova cele mai
bune interese si valori privind cercetarea in
toate disciplinele medicale din Europa, in
general, unde zonele de interes comun sunt
identificate.

Asociatia urmareste, de asemenea, sa
vorbeasca in calitate de voce comuna a tuturor
membrilor sai, in incercarea de a:
- facilita si  imbunatati

biomedicala in Europa;

- dezvolta un cadru pentru o mai buna
pregatire si mobilitate a tinerilor
cercetatori in Europa;

- 0 mai buna intelegere a stiintei medicale
in Europa;

Asociatia intentioneaza, prin actiunile sale sa:

- promoveze excelenta 1in cercetarea
biomedicala europeneana;

- safaca advocay pentru cresterea finantarii
in favoarea cercetarii biomedicale;

- imbunatatirea sanatatii si bunastarii
tuturor cetatenilor din Europa;

Sediul social al asociatiei se afla in prezent
pe Avenue E. Mounier 83, 1200 Bruxelles, si in
districtul judiciar Bruxelles.

Mai mule informatii pe:

http://www.biomedeurope.org/

cercetarea
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Announcement for
specialists

The Alliance for Biomedical Research in Europe
was founded in December 2010 by four major
European academic medical societies namely the
European Cancer Association (ECCO), the European
Respiratory Society (ERS), the European Society of
Cardiology (ESC) and the European Association for

the Study of Diabetes (EASD).

The Association’s principal goals and objectives
are to promote the best interests and values of
research across all medical disciplines in Europe,
in those general areas where common interest is
identified.

The Association shall also aim to speak as the
common voice of all its members in seeking to:

« facilitate and improve biomedical research in

Europe;

o develop a framework for better training and
mobility of young researchers in Europe;

o improve public understanding of medical
science in Europe;

The Association intends through its actions to:

» promote excellence in European biomedical
research;

o advocate for increased funding in favour of
biomedical research;

o thereby improve the health and well-being of
all citizens of Europe;

The registered office of the Association is
currently located at Avenue E. Mounier 83, 1200
Brussels, in the Brussels Capital Region and in the
Brussels judicial district.

More information:
http://www.biomedeurope.org/
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Asociatia Romana de Cancere Rare

Asociatia Romana de

Cancere Rare — ARCrare

Asociatia Romadna de Cancere Rare
- ARCrare s-a infiintat incepdnd cu luna
iunie 2011, din dorinta de a reprezenta
pesoanele afectate de cancere rare,

familiile acestora, organizatiile si
specialistii implicati in diagnosticarea

si tratarea formelor rare de cancer

din tara noastrd. Este o organizatie
neguvernamentald, non-profit, apoliticd si
independentd, cu beneficiu public, membra
a Aliantei Nationale pentru Boli Rare din
Romadnia.

rare din Romania,

Scop
Reprezentarea pesoanelor afectate de cancere
a familiilor, organizatiilor

precum si a specialistilor care sunt implicati in
diagnosticarea si tratarea lor.

9.

Obiective

Dezvoltarea unei retele nationale, formata
din reprezentantii cheie ai organizatiilor de
pacienti, specialisti, comunitate si institutii
publice;

Organizarea de campanii de informare si
consiliere privind cancerele rare;
Sensibilizarea populatiei fata de problemele
copiilor si adultilor afectati de cancere rare;
Colaborarea cu organizatii si persoane private
din tara si strainatate;

Influentarea structurilor administrative si
economice in vederea adoptarii de decizii
responsabile fata de viitorul pacientilor
afectati de cancere rare.

Stimularea cercetarii stiintifice - pentru
identificarea si implementarea celor mai
eficiente terapii si metode de ingrijire;
Promovarea masurilor de diagnostic precoce
prin metode specifice in functie de boala;
Imbunatatirea colaborarii cu spec1al1stii
implicati in diagnosticarea si managementul
cancerelor rare;
Sprijinirea  si
organizatiilor noi;

orientarea  grupurilor  si

10. Furnizarea de servicii de educatie continua.

Romanian Rare Cancers
Association — RCArare

Romanian Rare Cancers Association

- RCArare was founded at the beginning
of June 2011, in order to represent
people affected by rare cancers,

their families, organizations and
professionals involved in diagnosis and
treatment of the rare cancers from
Romania. It is a non-governmental
organizations, non-profit, apolitical and
independent, public benefit, member of
the Romanian National Alliance for Rare
Disease.

Aim

To represent people affected by rare
cancers, their families, organizations and
professionals involved in diagnosis and
treatment of the rare cancers from Romania

Objectives

1. To develop a national network formed
from representatives of patient
organizations, experts, community and
public institutions;

2. To organize information campaigns and
counseling on rare cancers

3. To raise awareness about the issues of
children and adults affected by rare
cancers;

4. To collaborate with individuals and
organizations at national and international
level;

5. To influence the administrative and
economic structures in order to adopt
responsible decisions for the future
patients affected by rare cancers.

6. To simulate scientific research - to
identify and implement the most effective
therapies and methods of care;

7. To promote measures for early diagnosis
trough particular methods, depending on
the diseases;

8. To improve collaboration with specialists
involved in the diagnosis and management
of rare cancers;

9. To guide and to support new organizations
and groups of patients;

10. To provide further education.

Oameni Rari si Bolile Rare 9




Alaturi de Voi Romania a demarat

~Alianta pentru dezvoltarea economiei sociale”
Close to You Romania started the

+Alliance for the social economy development

Fundatia Alaturi de Voi Romania (ADV) in
parteneriat cu Motivation Romania, Directia Generala
de Asistenta Sociala si Protectia Copilului lasi si Il
Poliedro- Societate Cooperativa Sociala, au sustinut
dezbaterea cu privire la proiectul ,Alianta pentru
dezvoltarea economiei sociale”, in data de 18 mai
2011, la Cluj Napoca. Proiectul este confinantat din
Fondul Social European prin Programul Operational
Sectorial pentru Dezvoltarea Resurselor Umane
2007- 2013.

Scopul propus de ADV prin implementarea
proiectului

Proiectul ,,Alianta pentru dezvoltarea economiei
sociale” se adreseaza persoanelor cu HIV, tinerilor
care parasesc sistemul de protectie a copilului,
persoanelor cudizabilitatisialtor grupurivulnerabile.
Totodata, proiectul isi propune sa implice si 910
profesionisti in domeniul economiei sociale cu scopul
constientizarii si crearii unei comunicari stabile.

Scopul proiectului este promovarea structurilor
economiei sociale ca instrumente flexibile si durabile
pentru dezvoltarea economica si crearea de locuri
de munca la nivel national pentru persoanele supuse
riscului de excluziune sociala.

Paula Cuibus,
psiholog APWR

oooooooooooooooooooooooooooooooooooooooooo

1/4

Close To You Romania Foundation in
partnership  with  Motivation = Romania,
General Directorate of Social Assistance,
Child Protection Society Science and Il
Poliedro-cooperatives, have held debates on
the project ,,Alliance for the social economy
development”, on 18 May 2011, in Cluj
Napoca. The project is co-financed by the
European Social Fund Operational Programme
for Human Resources Development from 2007
to 2013.

Purpose of the project

The project ,Alliance for the social
economy development” is for people with HIV,
young people who leave the child welfare,
disabled people and vulnerable groups.
However, the project aims to involve 910
professionals in the social economy in order to
create awareness and a stable communication.
The purpose of the project is to promote social
economic structures as instruments for flexible
and sustainable economic development, job
creation at national level for people with risk
of social exclusion.

Paula Cuibus,
RPWA psychologist

oooooooooooooooooooooooooooooooooooooo

18 mai 2011 - Sarbatorirea Zilei Nationale a Norvegiei (17 mai) la Bucuresti
May 18, 2011 - Celebration of the Norway’s National Day (17 May) in Bucharest

Ambasada Regala a Norvegiei la Bucuresti
si Innovation Norway au organizat la Hotel
Intercontinental, sarbatorirea Zilei Nationale
a Norvegiei si au invitat beneficiarii de fonduri
norvegiene prin Programul Norvegian de
Cooperare. Sarbatoarea a inceput cu o prezentare
cu fotografii realizate in cadrul proiectelor,
intitulata  ,,Instantaneele: retrospective  si
oportunitati”. Expozitia foto va fi deschisa
intre 24 mai si 04 iunie la Muzeul National de
Arta Contemporana. Prezentarea introductiva si
Expozitia ce urmeaza sa fie organizata, surprinde
diverse imagini de proiecte sprijinite in Romania
de catre guvernul norvegian si punerea in aplicare
in intreaga tara.

Dorica Dan,
presedinte APWR
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The Royal Norwegian Embassy in
Bucharest and Innovation Norway held at the
Intercontinental Hotel, the celebration of the
Norway’s National Day and were invited the
beneficiaries of Norwegian funds through the
Norwegian Cooperation Programme. Celebration
began with a presentation of some photos from
the project entitled ,,Snapshots: retrospective
and opportunities.” Photo exhibition will be
open from 24 May and 04 June at the National
Museum of Contemporary Art. Introductory
presentation and exhibition that will be
organized, capture images of various projects
supported by the Norwegian government in
Romania and implemented in the country.

Dorica Dan,
president RPWA




Recreere la Aghires

The trip to Aghires

.~

La sfarsitul lunii mai s-a organizat o iesire
la ponei impreuna cu parintii, copiii care
beneficiaza de terapie comportamentala
la Asociatia Prader Willi din Romania si
echipa APWR. Vremea placuta de afara ne-a
oferit posibilitatea sa avem o dupa-amiaza
frumoasa. In total am fost in jur de 30 de
persoane. Copiii au avut ocazia sa calareasca,
sa mearga cu trasurica, sa se joace in nisip, sa
,»Spuna bancuri” si sa se bucure de prezenta
puiului de ponei, care a devenit o vedeta in
randul copiilor.

Datorita atmosferei destinse si vesele
parintii si copiii si-au manifestat dorinta de a
reveni si in vara.

Darko Emese,
psihopedagog APWR

At the end of May, we made a short trip to
Aghires together with the children who are
beneficiaries of the behavioral therapy at the
Romanian Prader Willi Association, parents
and the RPWA team. Overall we were around
30 people. The pleasant weather gave us the
opportunity to have a nice afternoon. The
children had the opportunity to ride, to walk
with the carriage, play in the sand, to ,tell
jokes” and enjoy the presence of the baby
pony, who became a celebrity among the
children.

Duetotherelaxedand cheerful atmosphere
parents and children expressed their wish to
return in summer.

Darké Emese,
special education teacher RPWA
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Seminarul ,Alianta pentru educatie incluziva:
Modele si practici educationale incluzive”

Seminar ,Alliance for inclusive education:

Models and inclusive educational practices”

Seminarul ,,Alianta pentru educatie incluziva:
Modele si practici educationale incluzive”
organizat la Bucuresti, in data de 25 mai 2011,
de catre Asociatia RENINCO Romania, cu sprijin
financiar de la Ambasada Frantei la Bucuresti
si in colaborare cu Facultatea de Psihologie si
Stiintele Educatiei, Universitatea din Bucuresti,
precum si cu Inspectoratul Scolar al Municipiului
Bucuresti a reunit:
- reprezentanti ai institutiilor  statului

(Ministerul Educatiei, Cercetarii, Tineretului

si Sportului, Ministerul Muncii, Familiei si

Protectiei Sociale, Directia Generala de

Protectia Drepturilor Copilului);

specialisti in educatie (profesori universitari,

consilieri scolari, psihologi, cadre didactice

de sprijin si itinerante);

reprezentanti ai unor ONG-uri care furnizeaza

sprijin si servicii persoanelor cu dizabilitati.

intr-o atmosfera cu propensitate spre dialog
si spre impartasirea experientelor proprii
ale fiecarui participant, s-au prezentat date
statistice furnizate de catre Serviciile de Evaluare
Complexa din cadrul DGASPC-urilor, exemple de
bune practici in Europa si la noi in tara, studii
de caz si filmulete cu interventii propriu-zise
realizate de catre cadre didactice ce lucreaza cu
copii cu cerinte educative speciale.

Asociatia Prader Willi din Romania a fost
reprezentata la acest eveniment de catre
psiholog Amalia Sabau care, in lucrarea intitulata
»Dezvoltarea abilitatilor de comunicare si de
munca independenta la copiii cu cerinte educative
speciale”, a propus un proiect de dezvoltare a
abilitatilor de viata si a prezentat serviciile ce
sunt si urmeaza a fi oferite in cadrul Centrului
Pilot de Referinta pentru Boli Rare, cu accent pe
programele ce vizeaza dezvoltarea abilitatilor de
viata independenta (,,Trial for Flight”, training-
urile adresate pacientilor si familiilor acestora
si terapia comportamentala adresata copiilor cu
tulburari din spectrul autistic).

Amalia Raluca Sabau,
psiholog APWR
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On 25 of May 2011, in Bucharest was
held a seminar ,Alliance for inclusive
education: Models and inclusive educational
practices” organized by the RENINCO
Association Romania, with the financial
support from the French Embassy Bucharest
and in collaboration with the Faculty of
Psychology and Educational Sciences,
University of Bucharest and the Bucharest
School Inspectorate, this meeting brought
together:

- Representatives of state institutions
(Ministry of Education, Youth and Sports,
Ministry of Labour, Family and Social
Protection, Directorate of Child Rights
and Child Protection);

Education specialists (professors,

counselors, psychologists, teachers and

itinerant support)

Representatives of NGOs which provide

support and services to people with

disabilities.

In an atmosphere with propensity
for dialogue and for sharing their own
experiences, statistical data were provided
about the complex assessment of services

Directorate of Child Rights and Child
Protection, examples of good practices in
Europe and in our country, case studies,
and videos with actual interventions made
by teachers who work with children with
special needs.

Romanian Prader Willi Association was
represented at this event by Amalia Sabau,
psychologist, who presented ,Developing
communication skills and independent work
in children with special educational needs”,
a project proposed to develop life skills.
Other aspects presented were the services
which will be offered at the Pilot Reference
Center for Rare Diseases, programs aimed to
develop skills for independent living (,,Trial
for Flight” trainings for patients and their
families and behavioral therapy for children
from autistic spectrum disorder).

Amalia Raluca Sabau,
RPWA psychologist




EURORDIS - intalnirea membrilor la Amsterdam

13-15 Mai 2011

Conceptul de planuri nationale este mult dez-
batut la nivel european. Ce pot face Planurile na-
tionale pentru organizatiile de pacienti si pentru
pacientii insisi? Cum pot beneficia organizatiile de
pacienti de Planurile Nationale? Cum pot pacientii
si organizatiile contribui la redactarea si imple-
mentarea planurilor nationale?

Toate aceste intrebari importante au fost dis-
cutate si dezbatute pe parcursul a doua zile, in
cadrul conferintei EURORDIS. Dezbateri, mese ro-
tunde si ateliere de lucru au fost organizate de
Eurordis pentru dezvoltare organizationala. Toate
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acestea au fost concepute pentru a oferi informa-
tii utile si/sau surse de informare pentru repre-
zentantii organizatiilor de pacienti, pentru a le
ajuta in planurile lor de advocacy si in campaniile
nationale. Aceste workshopuri au permis schimbul
de idei, schimb de bune practici si experienta in-
tre tari cu sau fara strategii nationale.

Un element important al reuniunii EURORDIS a
fost Adunarea Generala, care are loc anual. Anul
acesta Dorica Dan a fost aleasa vicepresedinte al
Eurordis.

Dorica Dan, presedinte APWR

EURORDIS - Membership Meeting Amsterdam

13-15 May 2011

The concept of National Plans is very much
debated at a European level. What do National
Plans mean for patient organizations and pati-
ents? How can patient organizations benefit from
National Plans? How can they contribute to Nati-
onal Plans?

All of these important questions and many
others have been discussed and debated during
two days in the conference, round table debates
and capacity-building workshops. All workshops
were designed to provide useful information and/
or sources of information to patient organization

representatives to help them in their own advo-
cacy plans. These workshops allowed the exchan-
ge of ideas, best practices and experiences across
countries, with or without national strategies. All
workshops were elaborated in partnership with
existing projects and/or organizations.

An important element of the EURORDIS Mem-
bership Meeting was the EURORDIS General As-
sembly which takes place on an annual basis. This
year Dorica has been elected as vice-president of
Eurordis.

Dorica Dan, president RPWA
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,Inima copiilor” in impas?

Credem ca asociatia noastra, ,,Inima copiilor”, asa
ca orice ONG, a parcurs cateva etape inevitabile.

S-ainfiintat pentru ca cineva de langa noi a suferit,
a fost sau este bolnav. A avut la debut minime intentii.
Tn 2005, cand am inceput, speram sa reusim s& adundm
ceva fonduri pentru a sprijini misiunile echipei ,,The
Heart of Children” in Romania.

De asemenea, asa cum cred ca s-a intamplat mul-
tora, nu cunosteam dimensiunea cauzei pentru care
ne angajaseram. Nu stiam, dar am aflat destul de re-
pede, ca in Romania se nasc anual peste 1.200 de copii
cu malformatii cardiace congenitale (MCC), ca acesti
copii trebuie operati, ca in Romania existau doar doua
centre - unul la Targu- Mures si o sectie la Cluj - care
nu acopereau cerintele.

Si, desi ne simteam ca mici actori in fata unei sali
goale, am indraznit ceea ce nici noi nu intrezaream
la inceput. Am considerat ca este necesar sa sprijinim
cel putin unul din centrele existente. Si, asa cum doar
speram, au existat oameni care au avut incredere in
noi. Ei ne-au ajutat sa sustinem sectia de la Cluj cu
aparatura in valoare de aproape 500.000 euro. Dom-
nul Profesor Dr. Mircea Barsan, directorul Institutului
Inimii in acea perioada, a afirmat ca am fost de un
inestimabil ajutor - ca am reusit sa salvam sectia de la
desfiintare.
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Incercand sa facem mult mai mult la Cluj, sustinand
cu mare efort 6 misiuni medicale umanitare, am aflat
si altceva - ca un centru de cardiochirurgie pediatrica
este mai eficient intr-un spital de copii si ca el este
imperios necesar intr-o zona vaduvita de un astfel de
centru. Interesandu-ne si calcand din nou pe terenuri
virane am avut sansa de a afla de spatiul disponibil la
spitalul ,,Marie Curie” si de a gasi oameni care erau
deschisi angajarii intr-un proiect de amploare.

Lipsa unui centru de cardiochirurgie pediatrica in
Bucuresti, care sa acopere toata zona de sud a tarii, a
facut ca ,,Inima Copiilor pentru Marie Curie”, campania
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Bogdan este din Murfatlar,

are 6 luni si este bolnav
de inima.

El este unul dintre cei 100 de copii

care vor fi operati anul acesta in
noul departament de cardio-
chirurgie al Spitalului de copii
Marie Curie.

Pentru Bogdan si pentru toti
ceilalti, incercim’sa contribuim
cu 250.000 de Euro la costurile de
functionare a departamentului
din primul an.

www.inimacopiilor.ro iti mulfumim!

pe care am demarat-o in martie 2009,
sa devina repede un proiect de interes
national, la care Ministerul Sanatatii a
hotarat sa contribuie.

Nu stiam ca vom reusi, dar am pus la
bataie toate resursele noastre de vointa,
tenacitate si inventivitate de care dis-
puneam, sau pe care ni le descopeream
din mers. lar in batalia pe care o purtam
cu convingere am descoperit, cu imensa
bucurie, si multimea oamenilor care
doreau sa ne ajute cu sms-uri, donatii,
redirectionari de 2%, munca de volun-
tariat, notorietate publica.

Si, din nou, cumva, spre mirarea
noastra, am reusit! Cu efortul nostru si
a nenumaratilor nostri sustinatori, am fi-
nalizat proiectul pe care l-am propus in
fata unei intregi tari. Ne-am tinut de cu-
vant! Acum avem nevoie de o noua cam-
panie de strangere de fonduri pentru a
pune departamentul in functiune.

Si, desigur, ne adresam tuturor celor
care cred in noi si au posibilitatea de a
ne sprijini cel putin cu un simplu SMS la
890.

Multumim tuturor celor care ne-au
fost alaturi. Si nu au fost putini.

Asociatia ,,Inima Copiilor”
"“The Heart of Children” fundatie umanitara de interes
international aflata sub presedentia dr. Vittorio Vani-

ni. Din august 2006 suntem afiliati acestei organizatii
si suntem sub directa ei conducere stiintifica




,Children’s Heart” still in need?

We believe that our association,
,Children’s Heart”, as any NGO, has
overcome several inevitable stages.
It was established because someone
around us has suffered, has been sick
or is sick. At start it had minimum in-
tentions. In 2005 when we started, we
hoped to gather some funds to support
the missions team ,, The Heart of Chil-
dren” in Romania. Also, as we sup-
pose it happened to others, we did not
know the size of the cause for which
we engaged.
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We did not know, but we learned pretty
quickly that in Romania over 1.200 children are
borne annually with congenital heart diseases,
that these children need surgery, that Romania
has only two centers - one in Targu Mures and one
in Cluj - which did not cover all the needs.

Trying to do more in Cluj, supporting the hu-
manitarian medical mission effort, in June, we
learned something else - a center for pediatric
cardiac surgery is more effective in a pediatric
hospital and it is imperative the need of such a
center. Inquiring and stepping ahead, we were
fortunate to find space at the ,,Marie Cu-
rie” Hospital and find people who were
open to be employed in a large project.

The lack of a pediatric cardiac sur-
gery center in Bucharest, which need to
cover the entire south part of the coun-
try, made the ,,Children’s Heart for Marie
Curie” during the campaign launched in
March 2009, to become a significance
national project, in which the Ministry
of Health has decided to contribute.

We did not know that we will suc-
ceed, but we put all our resources on
the line of will, tenacity and resource-
fulness. And during the battle we found,
with great joy, the crowd of people who
wanted to help us with SMS donations,
2% redirection, volunteer work, public
awareness.

And somehow, to our surprise, we
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And, although we felt like actors before
a small empty room, we dared what even we
wouldn’t have dared at the beginning. We con-
sidered necessary to support at least one of the
existing centers. Just as we hoped, there were
people who trusted us. They helped us to main-
tain the department in Cluj, with equipment
which has a value of 500.000 Euros. Mr. Prof. Dr.
Mircea Barsan, director of the Heart Institute at
that time, said that we were an invaluable help
- we managed to save the department from dis-
solution.

did it! With our effort and our countless
supporters, we completed the project, which was
proposed in front of the entire country.

We kept our word! We need a fundraising
compaign to put the department in function. We
address all those who believe in us and have the
possibility support us at least with a simply SMS to
890. We also thank all those who have been with
us.

,»Children’s Heart” Association
' “The Heart of Children” - International Humanitarian Founda-
tion which is under the presidency of Dr. Vittorio Vanina. Since
August 2006 we are affiliated at this organization and under its
scientific leadership.

Oameni Rari si Bolile Rare 15




EURORDIS - Masa Rotunda a Companiilor
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Dorica Dan a participat la reuniunea EMRC in
Barcelona, in data de 28 mai 2011. Masa Rotunda a
Companiilor a fost creata pentru a stabili o relatie
pe termen lung de invatare intre EURORDIS si acele
companii care sunt interesate de medicamente
orfane, tratamente, dispozitive medicale,
suplimente alimentare si a serviciilor de sanatate
pentru persoanele care au boli rare. Aceasta
relatie este condusa de principiile de conduita,
enuntate in codul Mesei Rotunde si in conformitate
cu politica EURORDIS cu privire la sustinerea
financiara de catre societati comerciale.

Obiective specifice

Pentru a ajuta EURORDIS cu sprijin financiar
pentru finantare fara restrictii, pentru activitati,

cum ar fi:
- Imbunatatirea accesului la informatie,
tratament, ingrijire, servicii si suport pentru
persoanele cu boli rare din intreaga Europa
Sensibilizarea  opiniei publice  despre
medicamente orfane, boli rare, si nevoia de
cercetare
Imputernicirea grupurilor de pacienti si
capacitatea lor de advocacy (prin informare,
instruire si crearea de retele)
Imbunatatirea identificarii si cunostintelor
la grupurile de pacienti cu boli rare la nivel
european, facilitarea de retele astfel incat sa
ajunga informatia la ei
Dorica Dan, presedinte APWR

EURORDIS - Round Table of Companies

Dorica Dan has attended the meeting of the
ERTC in Barcelona on 28 May 2011.

The EURORDIS Round Table of Companies
was created to establish a long-term educational
relationship between EURORDIS and those
companies having an interest in orphan drugs,
treatments, medical devices, food supplements
and health services for people living with rare
diseases. This relationship is driven by the
Principles stated in the Round Table’s Code of
Conduct and according to EURORDIS’ Policy on
Financial Support by Commercial Companies.

Specific Aims

To provide EURORDIS with pooled financial
support for unrestricted funding with no strings
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attached, in favor of activities of common interest

and benefit, such as:

- Improving access to information, treatment,
care, services and support for people living
with rare disease across Europe.

Raising public awareness of orphan drugs, rare
diseases, and of the need for more research.
Empowering rare disease patient groups and
their advocacy capacity (through information,
training and networking).
Improving identification and knowledge of rare
disease patient groups at the European level;
facilitating networking and reaching out to
them.

Dorica Dan, president RPWA




Intalnirea boardului IPWSO in Italia, 7-12 Mai 2011

Un alt lucru decat deosebita placere de a face
parte din boardul IPWSO, este placerea de a afla
unde va avea loc urmatoarea intalnire! Reuniunea
a fost extrem de importanta, combinand munca cu
privelistea minunata a muntilor Dolomites... Desi
poate parea extravagant, noi, in general, reusim
sa obtinem sprijin si loc de cazare, baz:émdu-ne
pe prietenii minunati din toata lumea. In acest
an ne-am intalnit in tara de origine a lui Giorgio,
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Italia, intr-un loc situat la cateva ore de nordul
Venetiei in Laggio di Vigo di Cardore, sus in
Dolomires. In timpul petrecut aici, am invatat ca
este un loc minunat pentru a petrece vacante in
familie pentru grupuri speciale si am avut si noi
parte de acest lucru! Ei sunt pregatiti sa ofere la
un pret scazut vacante pentru persoanele afectate
de boli rare din toata lumea.

Dorica Dan, presedinte APWR
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Meeting of IPWSO board in Italy, 7- 12 May 2011

Other than the great pleasure of being on
the IPWSO board, is the great pleasure of finding
the text place in the world to organize the
meeting. The meeting was extremely efficient,
combining the hard work with the great view of
Dolomites. ...

Our board meets once at our three-yearly
IPWSO World Conferences, and, generally, once
inbetween. Although it might sound extravagent,
we generally manage to get support with our
venue and accommodation, relying on wonderful

international friendships. This year we met in
Giorgio’s (our CE) home country, Italy, a couple of
hours north of Venice at Laggio di Vigo di Cardore,
way up in the Dolomites. While we were here,
we learned that this wonderful place is offering
family holidays for special groups... and we’re
included! They are prepared to offer at a special
low price holidays for people affected by rare
diseasses from all over the world.

Dorica Dan, president RPWA

Oameni Rari si Bolile Rare 17




Conferinta,,Noi orizonturi in tratarea cancerului”

Cea de-a IX a conferinta internationala ,,New
Horizones in treating Cancer”/,,Noi orizonturi in
tratarea cancerului” pentru organizatiile care
reprezinta persoanele dignosticate cu tumori
gastro-intestinale stromale (GIST) si leucemie
mieloida cronica (CML), a avut loc in Olanda la
Amsterdam in perioada 13-15 mai.

Programul a cuprins sesiuni interactive cu
prezentari scurte, dupa care s-a continuat cu
discutii libere legate de temele prezentate. In
cadrul conferintei s-au abordat aspectele privind
implicatiile acestori boli asupra pacientilor, pasii
pentru diagnosticare, diagnosticarea intr-un stadiu
avansat, tratamentul si ingrijirea pacientilor si nu
in ultimul rand monitorizarea bolii. Pentru aceste
boli este nevoie in mod constant sa se asigure:
educatie, informatiidespretratament, posibilitatea
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de socializare, lobby si advocacy, organizarea si
finantareaactivitatilor pentru pacienti. Este nevoie
nu numai pentru a incetini progresul bolilor, dar,
de asemenea, pentru a opri progresul si de a gasi
un tratament adecvat. Avand in vedere investitiile
financiare si intelectuale in cercetarea cancerului,
s-a constatat ca acestea reprezinta un esec, este
nevoie de schimbari radicale. Aceste schimbari
trebuie sa corespunda nevoilor pacientilor, pentru
ca ar trebui sa fie importanta nu numai incidenta,
dar si mortalitatea.

Sesiunile plenare au durat 20 de minute,
dupa care participantii au avut ocazia sa adreseze
intrebari, in functie de nevoile si interesul
participantilor.

Darko Emese,
psihopedagog APWR
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Conference, New Horizons in treating cancer”

On May 13-15 was held the IX International
Conference ,,New Horizons in treating cancer”
in Holland, Amsterdam, which represents people
diagnosed with gastrointestinal stromal tumors
(GIST) and chronic myeloid leukemia (CML). The
program included interactive sessions with short
presentations, followed by open discussion on
the presented topics. During the conference,
were discussed aspects about the implications of
GIST and CML on patients, the steps to diagnosis,
diagnosis at advancedstage, treatmentand care for
patients and last but not least the need to monitor
the disease. For these diseases it is needed to
provide constantly education, information about
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treatment, social opportunity, lobby and advocacy,
organizing and financing activities for patients. It is
needed not only to slow the disease’s progression,
but also to stop and find an appropriate cure.
Given the financial and intellectual investment
in cancer research, radical changes are needed.
These changes must include the needs of patients,
because it is important not only the incidence but
also the mortality.

The plenary sessions lasted 20 minutes, after
which participants had the opportunity to ask
questions, depending on the needs and interests
of participants.

Darkoé Emese, special education teacher RPWA




Promovarea angajabilitatii persoanelor cu scleroza
multipla si alte boli neurologice rare in Romania

Societatea de Sclerozd
Multipld din Romdnia a
initiat o masd rotundd
care a intrunit Agentia
Nationald pentru
Ocuparea Fortei de
Muncd, Institutul de
Cercetare a Calitatii
Vietii, Alianta Nationald
de Boli Rare din Romania,
Fundatia de Ingrijiri
Comunitare si Centrul

de Resurse Juridice,

cu scopul de a dezbate
situatia accesului pe
piata fortei de muncd

a persoanelor cu
dizabilitati, in data de 25
mai 2011, la Bucuresti.
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Scopul principal al proiectului este de a
implementa masuri sustenabile pentru a influenta
politicile publice si de a realiza procesul de
plasare si mediere a fortei de munca pentru
persoanele cu dizabilitati, precum si pentru a
creste adaptabilitatea la locul de munca.

Dezbaterea intalnirii s-a derulat in cadrul a
doua teme majore: promovarea angajabilitatii in

context international si modalitati de crestere a
gradului de ocupare a fortei de munca. Pentru
atingerea cat mai relevanta a sensibilitatii situatiei
complexe din Romania, Gelu Gaja, membru in
comitetul director SSMR, a fost invitat sa dezbata
aceasta problema din perspectiva unei persoane
cu scleroza multipla.

Paula Cuibus, psiholog APWR

Promoting the employability of people with
multiple sclerosis and other neurological rare
diseases in Romania

The Romanian Multiple Sclerosis Society has
initiated a roundtable, on May 25, 2011 in
Bucharest, that brought together the National
Agency for Employment, Research Institute for
Quality of Life, Romanian National Alliance
for Rare Diseases, the Community Care
Foundation and Legal Resource Center in order
to discuss the situation of access on labor
market by persons with disabilities.

The project goal is to implement sustainable
measures to influence public policies and to make

the placement and maintenance of employment
for people with disabilities and to increase
adaptability in the workplace.

Discussion were held on two major themes:
promoting employability in the international
context and ways to increase work employment.
To achieve awarness as a relevant complex
situation in Romania, Gelu Gaja, member of the
Steering Committee - Romanian Multiple Sclerosis
Society, was invited to debate this issues from the
perspective of a person with multiple sclerosis.

Paula Cuibus,
psychologist RPWA
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Premiu de excelenta in eHealth pentru

www.edubolirare.ro

In cadrul Galei Premiilor
eHealth 2011 organizata

in avanpremiera celui de-

al 6 - lea congres eHealth
organizat de Tarus Media in
26 mai 2011 la Bucuresti,
portalul www.edubolirare.
ro a fost apreciat ca fiind
printre cele mai importante
proiecte din domeniul
eHealth, obtinand Premiul
de excelenta in eHealth si
un premiu special constand
in servicii de comunicare
media in valoare de 5000
Euro. Portalul este apreciat
ca o solutie inovatoare de
e-sanatate oferita sistemului
de asistenta socio-medicala,
ca un instrument eficient,
simplu, accesibil, atractiv,
interactiv si rapid in utilizare
pentru practicieni si pacienti i
din domeniul bolilor rare.
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Premiul obtinut de Asociatia Prader Willi
din Romania ne onoreaza dar ne si obliga in
continuarea efortului de a integra servicii sociale,
medicale si educationale avand ca scop cresterea
calitatii vietii persoanelor afectate de boli rare.

Congresul a fost onorat de speakeri de inalt
prestigiu din Franta, Germania, Ungaria, Estonia,

Suedia, Austria, Belgia si Romania.

Multumim Tarus Media pentru ca a facut
posibila participarea Asociatiei Prader Willi din
Romania la acest eveniment deosebit care ne
onoreaza.

Camelia Arion,
specialist IT

Award for excellence in eHealth for

www.edubolirare.ro

At the eHealth 2011 Gala Awards held in
anticipation of the 6th eHealth Congress organized
by Tarus Media in May 26, 2011 in Bucharest www.
edubolirare.ro portal was considered as the most
important project related to eHealth, winning the
eHealth Excellence Award aspecial prize consisting
of media communication services worth 5000 Euro.
The portal is considered as an innovative eHealth
solution offered to the socio-medical assistance
as an effective, simple, accessible, attractive,
interactive and fast to use for practitioners and
patients from the field of rare diseases. The award
obtained by Romanian Prader Willi Association
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honors us but it means also a continuing effort
to integrate social services, health and education
aimed to increase the quality of life of people
affected by rare diseases.

Congress has been highly honored by
prestigious speakers from France, Germany,
Hungary, Estonia, Sweden, Austria, Belgium and
Romania.

Media Tarus thanks for making possible the
participation of Romanian Prader Willi Association
at this special event that honors us.

Camelia Arion,
IT specialist




Instruire pe parcursul vietii
Grundtvig Workshop ,Stiu, pot, reusesc”

in perioada 1-7 mai am participat la un
workshop in Veliko Tarnovo, Bulgaria, avand ca
scop formare pentru persoanele cu boli rare
in dezvoltarea personala. La acest workshop,
pe langa participanti din Romania au mai fost
participanti din Ungaria, Polonia, Turcia, Franta,
Spania si desigur Bulgaria. Din partea ANBRaRo au
participat: Robert Veres, Delia Lupas, Sanda Veres
si Grigore Todor.

La deschiderea oficiala a workshopului, au
participat invitati atat din presa locala cat si
din Bulgaria, printre care scriitorul francez de
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romane psihologice Laurent Gounelle, precum si
presedintele Aliantei Nationale de Boli Rare din
Bulgaria, Vladimir Tomov.

La acest workshop am invatat care este
atitudinea corecta la un ,,job interview” si cum sa
abordam un ,,job interview”, cum sa scriem un CV
corect, ce inseamna procesul de ,,reteaming”.

Afost o experienta unica, datorita unor oameni
unici, care ne-au primit cu mult drag. Totodata am
legat noi prietenii care speram sa dureze in viitor,
am invatat lucruri noi si acumulat noi experiente.

Veres Robert, Asociatia Werdnig Hoffman
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Lifelong Learning Programme
Grundtvig Workshop | know, | can, | succeed”

From May 1 to 7, | participated at a workshop
in Veliko Tarnovo, Bulgaria that aimed training for
peoplewithrare diseases on personal development.
At this workshop, among participants from
Romania, were participants from Hungary, Poland,
Turkey, France, Spain and of course Bulgaria.
RONARD was represented by Robert Veres, Delia
Lupas, Sanda Veres and Grigore Todor.

Guests from the local press and Bulgaria were
presents at the official opening of the workshop,
including the French psychological novel writer
Laurent Gounelle and the president of the National

Alliance for Rare Diseases in Bulgaria, Vladimir
Tomov.

At this workshop | learned what is the right
attitude for a,,job interview” and how to approach a
,»,job interview” how to properly write a resume and
what is the meaning of the word ,,reteaming”.

It was a unique experience because of the
unique people who have received us with care.
We also linked to new friends who hope will last
in the future; we learned new things and acquired
new experiences.

Veres Robert, Werdnig Hoffman Asociation
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Voluntariat din randul elevilor de liceu

Cu ocazia sarbatoririi zilelor scolii, Liceul
Pedagogic ,,Gheorghe Sincai” din Zalau a invitat
organizatia noastra, alaturi de alte ONG-uri active
din comunitate, pentru a-si promova activitatile in
randul cadrelor didactice si a elevilor in vederea
atragerii de voluntari.

Astfel, pe parcursul unei saptamani, in cadrul
liceului a fost amenajat un stand de prezentare a
asociatiei, de unde elevii si profesorii puteau afla
informatii despre activitatile noastre.

on Ban Ran R B Han Han B B B |
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50 de minute, in care elevii au vizionat un filmulet
si ulterior prin jocuri au fost pusi pentru putin
timp in ,,pielea unei persoane cu dizabilitati”.
Filmul care prezenta o persoana fara probleme
intr-o lume a celor cu dizabilitati, i-a determinat
pe elevi sa ajunga la concluzii precum: ,,Orasul
Zalau ar arata cu totul altfel daca toti am fi in
fotolii rulante”, ,,0 persoana in fotoliu rulant
nu ar avea cum sa participe la cursuri alaturi de
”  deoarece nu ar putea urca scarile si cel mai

an Ban Ran Ran B Han Han B B B |

Tn data de 5 Mai 2011, alaturi de reprezentantii
celorlalte ONG-uri invitate, presedinta Asociatiei
Prader Willi din Romania, Dorica Dan a sustinut o
prezentare in fata cadrelor didactice interesate
de colaborari si activitati de voluntariat.

Chiar daca pentru unii profesori, vechi
colaboratori, informatiile nu erau in totalitate noi,
acestia s-au interesat despre felul in care elevii lor
si respectiv voluntarii nostri continua sa participe
si se implica cu seriozitate in proiectele asociatiei
si despre noi oportunitati de colaborare.

Cateva zile mai tarziu, am fost din nou invitati
pentru a organiza pentru 60 de elevi workshop-uri
demonstrative si sa discutam despre voluntariat.
Ne-am intrebat cu ce anume am reusi sa-i atragem
si cum i-am putea determina sa fie interesati pe
cei care nu au avut nici o tangenta cu domeniul
bolilor rare si al dizabilitatii? Pornind de la
raspunsurile care ne-au venit in minte, am reusit
consideram noi, sa cream un program atractiv de
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important ,,oamenii in general construiesc o lume
adaptata lor si cu totii ar trebui sa ne bucuram de
drepturi neingradite”.

Discutiile purtate in urma filmului au fost
urmate de jocuri prin care elevii au fost pusi
in situatia unui nevazator sau a unei persoane
cu dislexie. Credem ca prin exemplele oferite
acestora si prin discutiile purtate am reusit sa-i
sensibilizam fata de ceea ce inca pentru societatea
noastra reprezinta o problema reala, si anume
acceptarea si acordarea de sanse egale.

Desi nu am avut ca scop recrutarea de
voluntari, la finalul celor 50 de minute unii elevi
si-au exprimat dorinta de a veni ca voluntari la
asociatia noastra. S$i credem ca s-a intamplat
asa deoarece am reusit sa-i convingem ca sunt
privilegiati cei care ajung sa traiasca experienta
voluntariatului.

Maria Brazdau,
asistent social APWR




Volunteering among high school students

To celebrate the school day, ,,Gheorge Sincai”
High School from Zalau invited our organization,
along other active NGO’s from the community
to promote its activities among teachers and
students in order to attract volunteers.

Thus, during the week, the school has arranged
a stand presenting the association, where students
and teachers could learn about our activities.

On May 5, 2011, with representatives of other
NGO’s, Dorica Dan the President of Romanian
Prader Willi Association gave a presentation
to teachers interested in collaboration and
volunteering. Even if for some teachers and old
collaborators, information was not entirely new,
they were concerned about how their students
and our volunteers continue to participate and
engage seriously in the association projects.
They were concerned also regarding to the new
opportunities for collaboration.

Afew days later we were again invited to hold
workshops for 60 students and to discuss about
volunteering. We were asking what we could do to
catch the attention and how we might determine
those who had no contact on rare diseases and
disability.

Based on the answers that come in mind, we

oooooooooooooooooooooooooooooooooooooooo

could create an attractive program of 50 minutes in
which students watched a video and after, through
games they were made for a little while ,,persons
with disabilities“. The film which presented a
person without disabilities in a world of disabled
people, made students reach conclusions such as:
»Zalau city would look completely different if we
all be in wheelchairs,” ,,a person in wheelchair
would not like to attend the courses with them”
because they could not climb stairs and most
important ,,people generally build a world for them
all we should enjoy unlimited rights.” Discussions
after seeing the movie were followed by games
in which students were faced with a blind or a
dyslexic person.

We believe that through the examples given
and discussions, we managed to raise awareness
for what our society is still a real problem, the
acceptance and providing equal opportunities.
At the end | had intended to recruit volunteers
because some students expressed their desire to
come as volunteers in our association. And we
believe that it happened because | managed to
convince them that they are privileged, esspecialy
those who get to experience volunteering.

Maria Brazddu, social worker RPWA
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Workshop ,Screening neonatal”
Workshop ,Neonatal Screening”

in data de 14 mai 2011, Eurordis a organizat
un workshop de o zi pe tema screeningului la
Amsterdam, in parteneriat cu proiectul ,,Newborn
Screening” al ISS si al Societatii Internationale de
Screening Neonatal. Dupa o sesiune de PlayDecide
pe aceasta tema, am primit informatii despre
istoria screeningului neonatal incepand din 1960
si despre factorii care influenteaza dezvoltarea
noilor teste. Dl. Antoni Montserrat din partea
Comisiei Europene a vorbit despre actiunile Uniunii
Europene din domeniul screeningului neonatal.
S-au prezentat de asemenea si rezultatele
preliminare ale studiului privind practicile si
politicele din domeniul screeningului neonatal
din tarile Uniunii Europene. Sunt diferente
semnificative intre procedurile din diferitele tari,
atat in metodologia de lucru, cat si in numarul
bolilor pentru care se face screening (in unele tari
pentru peste 25 de boli, in altele - cum este si
Romania - numai pentru 2 boli).
Lazar Zsuzsa, APWR

Eurordis organized in Amsterdam a workshop
on screening for a day, on May 14, 2011 in
partnership with the ,Newborn Screening” of
the ISS and the International Society of Neonatal
Screening. After a session of PlayDecide on this
subject, we received information about the
history of neonatal screening since 1960 and the
factors that are influencing the development
of new tests. Mr. Antoni Montserrat from the
European Commission spoke about the EU actions
in the field of neonatal screening.

They also presented the preliminary results
of the study on practices and policies of the
neonatal screening from EU countries.

There are significant differences between
procedures in different countries, both in work
methodology, and the number of diseases for
which screening is done (in some countries for
over 25 diseases, in others - such as Romania -
only two diseases).

Lazar Zsuzsa, RPWA
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NoRo - Povestea unui proiect

Este interesant de spus povestea unui proiect care este
atat de strans legat de proiectul vietii tale... Cert este ca
abordarea noastra fata de altii este mai mult din cauza ca
impartasim aceleasi ginduri si mai putin din cauza modului de
viata. Ne-am facut prieteni, nu pentru ca acestia corespundeau
unui anume standard mental, ci pentru ca acestia au raspuns
pozitiv la un set de intrebari relevante, chiar cruciale in
mentinerea unei prietenii. N-am fost nevoiti sa intrebam daca
doresc sa ne fie prieteni. Am vorbit cu ei, ne-am intalnit,
ne-am impartasit durerile si bucuriile, si asa vietile noastre
s-au legat.

La fel s-a intamplat si cand am ajuns la concluzia ca
impreuna cu partenerii nostri norvegieni, putem realiza cu
adevarat ceva mare, chiar aici in Centrul de la Zalau. Acest
proiect a starnit acelasi entuziasm si incredere, in noi si
partenerii nostri, dar aceasta nu s-a datorat unor principii
teoretice, unor persoane sau a unor institutii care si-au
declarat suportul. Ca sa crezi in ceva nu inseamna neaparat sa
fi convins de o multitudine de informatii, uneori din potriva,
suntem nevoiti sa ignoram anumite informatii pentru a
mentine visul...

Doar daca iti urmezi visul, poti sa-| atingi!

Este foarte intersant sa meditezi si sa analizezi cum
s-au intamplat toate, si ce factori au contribuit la realizarile
din viata ta. Pentru o persoana care nu a crezut niciodata
ca ar avea orice fel de abilitati de conducere, consider ca
momentan fac o treaba destul de buna pentru echipa care s-a
creat prin acest proiect...

Dar sa incepem cu inceputul!

Fiica mea a fost diagnosticata cu Sindrom Prader Willi
cand a avut aproape 18 ani, si din acel moment ne-am
dorit ca nimeni sa nu mai fie nevoit sa se confrunte cu un
diagnostic necunoscut. Ca rezultat al eforturilor mele de a
cauta informatii despre diagnostic si de a gasi alte familii care
au membri afectati de aceasta boala, am infiintat Asociatia
Prader Willi din Romania - APWR in luna mai al anului 2003.

In 2004 am participat prima data la o conferinta
internationala despre Sindromul Prader Willi, in Noua
Zeelanda. A fost o adevarat experienta de viata, acest drum
pana in capatul celdlalt al lumii, pentru a invata cum sa ma
descurc cu boala fiicei mele. A fost prima mea calatorie cu
avionul, primul meu contact cu parinti din toata lumea care
se confrunta cu aceiasi problema.

Nu a fost deloc usor sa ajung acolo, in primul rand a
fost o chestiune de bani, pe care am reusit sa-i procur prin
intermediul asociatiei PWS din Germania. Pe urma am realizat
ca aveam nevoie de viza pentru Noua Zeelanda din Londra,
cum nu aveam ambasada la noi in tara. Pentru a obtine aceasta
viza trebuia sa obtin initial o alta viza, pentru Anglia. Foarte
complicat. Toate acestea nu s-ar fi rezolvat fara ajutorul
unui bun prieten din Cambridge care a contribuit enorm la
realizarea acestui vis. Calatoria nu a fost deloc usoara, am
fost nevoita sa merg cu masina pana in Frankfurt, am dormit
in masina dupa care, seara m-a asteptat un drum cu avionul
de 30 de ore. A fost o adevarata aventura.

In Noua Zeelanda am cunoscut persoane minunate,
care m-au ajutat sa realizez ca intr-adevar pot indeplini
misiunea care mi-am asumat-o pentru pacientii din Romania.
L-am cunoscut pe Ragnhild Arnesen de la Asociatia Prader
Willi din Norvegia, pe Pam Eisen presedintele Organizatiei
Internationale a Sindromului Prader Willi (IPWSO), si am aflat
ca tatal lui Pam a fost nascut in Fels6banya - Baia Sprie (am
crezut ca este o localitate din Ungaria, dupa care am realizat
ca de fapt este din Romania, si chiar foarte aproape de orasul
meu). Mi-am facut multi prieteni si asteptam cu nerabdare sa
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ma reintalnesc cu ei la urmatoarea conferinta, in Germania.
De asemenea am avut ocazia de a participa la un workshop
tinut de o persoana foarte speciala, Christian Aashamar de
la Frambu - Centru Resursa pentru Boli Rare din Norvegia.
Prezentarea lui despre centrul Frambu mi-a starnit atentia si a
ramas un vis pentru mine, accentuez un ,,vis” pentru ca mi se
parea ceva imposibil de realizat la noi in contextual actual.

Nimic in viata nu e intamplator!

Dar lucrurile au inceput sa se dezvolte intr-un ritm rapid.
Asociatia din Germania a decis sa nu mai organizeze urmatoarea
conferinta, iar intr-un moment de ,,nebunie” am decis ca noi
sa o organizam, ceea ce am si facut in anul 2007. La conferinta
au participat 388 de persoane din 38 de tari diferite, inclusiv
Norvegia. In sfarsit, am reusit sa satisfacem cerintele tuturor.
Din acel moment am fost mult mai increzatori in puterile
noastre si in capacitatile noastre de organizare. De asemnea
in acelasi an am infiintat Alianta Nationala pentru Boli Rare
Romania, am inceput sa lucram la Planul National de Boli Rare
si am organizat doua conferinte pentru boli rare. Pot spune ca
a fost un imens pas inainte pentru organizatia noastra.

In acelasi an am fost aleasa in comitetul de conducere
IPWSO si EURODIS (Organizatia Europeana a Bolilor Rare).

In 2008, Norway Grants a deschis o linie de finantare si
mi-am amintit prezentarea despre Frambu din Noua Zeelanda
(uneori pdstrezi ceva in inimd si nici nu-ti dai seama cd este
incd acolo) si am decis sa incerc. Am abordat APW Norvegia si
am solicitat parteneriatul lor pentru proiectul ,,seed money”,
si au fost de acord sa pregdateasca proiectul si sa ceara
parteneriatul centrului Frambu.

Totul a devenit posibil pentru ca doua mame, una din
Norvegia si una din Romania s-au intalnit o data in Noua
Zeelanda... atunci cand ne pierdem puterile suntem purtat;i
de speranta...

Am pregatit un acord de parteneriat, o prezentare a
proiectului si ne-am intalnit la Frambu in noiembrie 2008. La
acel moment, toate informatiile de pe site-ul Frambu erau in
limba norvegiana, asa ca mi-am bazat cererea in mare parte
pe propriile mele amintiri si pe visul meu. Ca sa fiu sincera,
am fost extrem de impresionata de modul in care Frambu
abordeaza intreaga familie si comunitatea pentru a imbunatati
calitatea vietii persoanelor afectate de boli rare.

Acesta este motivul pentru care viziunea APWR a fost
,realitatea norvegiana”, ca sa spun asa... Nu stiu de ce si cand
i-am convins sa fie partenerii nostri (dupd prima zi, am spus
la dr. Puiu cd nu vor accepta sd fie partenerii nostri...), dar,
presupun ca au existat unele elemente importante precum:
Ragnhild Arnesen de la APW Norvegia, viziunea si convingerile
mele ca putem face asta intr-o realitate atat de diferita,
precum Romania. Probabil directorul de la Frambu a vazut
toate acestea si a semnat acordul de parteneriat a doua zi.

Am scris proiectul si l-am castigat. Implementarea
proiectului nu a fost deloc usoara, ne-am dorit sa realizam
cat mai mult posibil pentru un viitor mai bun pentru pacientii
cu boli rare din Romania. Expertiza partenerilor nostri a
fost esentiala, echipa si voluntarii implicati (Lisen, Tove,
David, Kaja, Ragnhild, David Oziel, Christel, Anja, Nina, Rob,
specialistii si pacientii romani implicati in Comitetul National
pentru Rare boli) au fost remarcabili si tot sprijinul din partea
partenerilor suplimentari si a prietenilor ne-a ajutat sa
derulam un proiect reusit.

Experienta partenerilor nostri a fost esentiala in
realizarea proiectului!

Proiectul NoRo - Parteneriatul Norvegiano-Roman pentru
progres in bolile rare - a oferit APWR-ului oportunitatea
de a dezvolta serviciile pe care le-am creat in 2005 prin




Praject Update

NoRo - The story of a proiect

It’s interesting to tell the story of a project that is very
close connected to your life project... It is certain that our
approach to others is more because of sharing the same
thoughts and less about the way of living. We made friends
not because they corresponded to a mental standard, but
because they responded positively to a set of questions
considered relevant to follow up a friendship. We did not
even ask if they want to be our friends. We talked with them,
we met, we shared the pain and joy, and so we tied our lives
together.

It was the same when we got to the conclusion that
we could really do this, here with this center in Zalau with
the support of the Norwegian partners. Not because of
some theoretical principles, not because someone or some
institution has declared their support, but because this
project created the same enthusiasm and belief in us and in
partners. To believe in something does not mean you always
are convinced by an amount of information, and sometimes
I’d say that we even ignore part of the information to keep
the dream alive...

Only if you follow your dream, you can reach it!

It is a very interesting feeling to analyze how it happened
and which facts concurred to the achievements you had in
your life. As a person that never believed in having any kind
of “leadership” skills, | think that now | am doing a pretty
good job for the team that we have created in this project...

But, let’s start with the beginning!

My daughter was diagnosed with Prader Willi Syndrome
when she was almost 18 years old and we wanted that nobody
else to face an unknown diagnose any more. As a result of
the struggling to find information about the diagnose and
to trace other families having member with this diagnose |
created the Romanian Prader Willi Association - RPWA in May
2003.

In 2004 I've been attending my first international
conference on Prader Willi Syndrome in New Zealand. It was
a “life” experience, going at the end of the world to learn
how to cope with my daughter’s disease. It was my first trip
by plane, my first contact with parents from all over the
world facing the same problem as | do.

It was not easy getting there. First it was a matter of
money that | solved by a grant that | received through the
German association for PWS. Then, when this problem was
solved, | realized that | needed a visa from London, as we
had no Embassy in our country... and to get this visa, | needed
a visa for England, too. Very complicated. | couldn’t solve it
without a good friend in Cambridge that helped me make this
dream a reality. The travel was not easy at all, as | went by
car to Frankfurt, slept in the car and the next evening | took
the plane for more than 30 hours. It was a real adventure...

In New Zealand | met wonderful people that helped me
think that | can really do the mission that | assumed to do for
Romanian patients. | met Ragnhild Arnesen from the Prader
Willi Association Norway, | met Pam Eisen the head of the
International Prader-Willi Syndrome Organization (IPWSO)
and found out that Pam’s father was born in Fels6banya -
Baia Sprie (and I believed that it is in Hungary and than |
realized that it was in fact in Romania and very close to
my town). | made friends and | was looking forward to meet
them again at the next conference in Germany. Also, | had
the opportunity to be in a workshop chaired by a special
person, Christian Aashamar from Frambu - Resource Centre

for Rare Disorders, Norway. His presentation about Frambu
kept my attention and remained as a dream for me because
it seemed something impossible to be done in our reality.

Nothing is happening in your life by mistake.

But things began to develop rapidly. The German
association decided not to host the following conference and
in a “crazy” moment | decided that we can do it... and we
did it in 2007! The conference included 388 participants from
38 countries, including Norway and we managed to organize
the arrangements to everybody’s satisfaction! As from that
moment we were more self-confident in our organizational
capacity. Also, in the same year we had established the
Romanian National Alliance for Rare Diseases, we started to
work for the National Plan for Rare Diseases and organized
2 conferences for rare diseases. | would say that it was the
major step forward for our organization.

In the same year | have been elected in the board of IPWSO
and EURORDIS (The Organization Rare Diseases Europe).

In 2008, a call for proposals from Norway Grants was
opened and | remembered the presentation about Frambu
from New Zealand (sometimes you keep something in your
heart and you don’t even realize that it is still there) and
| decided to try. | approached PWA Norway and asked for
partnership for the seed money project and they agreed to
prepare the project and to ask Frambu for partnership.

Everything became possible because of two mothers,
one from Norway and one from Romania that have met
once in New Zealand... and when we lose our strength we
are carried by hope...

We have prepared a partnership agreement and a
presentation of the project and met at Frambu in November
2008. At that time, all the information on Frambu’s website
was in Norwegian language, so | based my application on
the memories and my own dream. To be honest, I’ve been
most impressed by the way Frambu approaches the entire
family and community to improve the quality of life for the
person affected by rare diseases. This is why the RPWA’s
vision was the “Norwegian reality” so to say...| don’t know
why and when we convinced them to be our partners (after
the first day, | told to Dr. Puiu that they will not accept to
be our partners...), but, | assume there were some important
elements: Ragnhild Arnesen from PWA Norway, the vision and
my belief that we can do it in a very different reality as
Romania. The director of Frambu saw this and signed the
agreement the next day.

We wrote the project and we won it. The implementation
of the project was not easy as we wanted to achieve as much
as possible for a better future for patients with rare diseases
in Romania. But, the expertise of our partners was essential,
the team and volunteers involved (Lisen, Tove, David, Kaja,
Ragnhild, David Oziel, Christel, Anja, Nina, Rob, Romanian
professionals and patients involved in the National Committee
for Rare Diseases) were outstanding and the entire support
from additional partners and friends helped us to do a good
project.

The experience of our partners was essential in our
project!

Project NoRo - Norwegian-Romanian partnership for
progress in rare diseases has offered RPWA the opportunity
to develop the services that we created through the Center
for information on rare genetic diseases that we established
in 2005. The eUniversity is developed as a service in the
actual center for information and the Pilot Reference
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intermediul Centrului de informare privind bolile genetice
rare. eUniversitatea este un serviciu de informare dezvoltat
in centrul existent, iar Centrul de Referinta Pilot este o cladire
separata, creata in timpul implementarii proiectului.

Centrul Pilot de Referinta pentru Boli Rare - NoRo va
furniza doua servicii principale:

1. Un centru de zi pentru copiii cu boli rare din spectrul
autist; vom oferi activitati educative si diferite terapii
(comportamentala, senzoriala, kinetoterapie, masaj,
electroterapie, logopedie, hidroterapie, managementul
greutatii si activitati recreative). De asemenea, vom oferi
consiliere si vom organiza grupuri de suport pentru parinti.
Majoritatea beneficiarilor din centrul de zi vor fi din orasul
nostru. De asemenea putem organiza sesiuni de formare
pentru familii (si profesionisti), din alte orase, pentru o
anumita perioada de timp pentru a le oferi cunostinte in
acest domeniu.

2. Partea de formare a Centrului (partea rezidentiala - 12
locuri de cazare)

a. Grupuri de pacienti din intreaga tara vor participa la
activitati de formare de 5 zile, pentru a invata cum sa
faca fata bolilor lor;

b. Grupuri de adulti tineri cu boli rare (proba de zbor),
vor veni pentru weekend-uri consecutive de formare in
»deprinderi de viata”;

c. Familii cu copii nou diagnosticati vor putea veni la centru
pentru o perioada de evaluare si formare pentru familie;
In timpul formarii pentru familie, in timp ce parintii sunt

la curs, copiii vor fi implicati in activitati terapeutice. De

asemenea, dupa-amiaza vom organiza activitati terapeutice
pentru pacientii tineri implicati in formare.

Centrul NoRo va folosi Metoda Norvegiand de
management a bolilor rare. Vom organiza cursuri de
instruire privind diferite boli rare (ex. Prader Willi, Gaucher,
Distrofie musculard, Hemofilie, OI, Williams, Pompe, MPS,
Werdnig Hoffman, Miastenia gravis, etc) sau categorii de
boli, in functie de numdrul de pacienti (ex. boli metabolice,
endocrine, neurologice, etc).

Experienta norvegiand a demonstrat cd dacd pacientii,
familiile, ingrijitorii si profesionisti implicati sunt mai bine
pregdtiti, calitatea vietii pacientilor este imbundtatitd
si costurile care trebuie suportate de stat sunt mai mici
(mai putine medicamente utilizate prin o mai bund acceptare
si management a situatiei si prin interventii mai eficiente si
timpurii). Schimbul de cunostinte si experienta cu Asociatia
Prader Willi din Norvegia si Centrul FRAMBU in ceea ce
priveste organizarea si gestionarea unui astfel de centru de
competentd va fi o mare resursd pentru pacientii romani.

Proceduri folosite in Centru:

Pasul 1. Identificare, evaluare, consiliere genetica pentru
cei care apeleaza la serviciile noastre

Pasul 2. Acceptarea in centru va fi in functie de numarul
de locuri disponibile, de conditiile impuse de lege privind
conformitatea cu standardele de calitate in functionarea
acestor servicii si a normelor interne de organizare si
functionare ale centrului.

Pentru buna functionare a serviciilor dezvoltam:

o Criterii pentru admitere

« Contract de servicii cu consimtamantul pacientului sau a
familiei

o Plan individualizat de ingrijire si abilitare pentru fiecare
beneficiar
Pe parcursul dezvoltarii proiectului, am organizat activitati

reusite pentru beneficiarii nostri. Atat in grupurile care au

participat la reabilitare la Centrul de Recuperare ACASA -
situat chiar in afara orasului Zalau, cat si cu copiii implicati in
terapie la Centrul de informare pentru boli genetice rare.

eUniversitate

www.edubolirare.ro este o componenta a Centrului de
Informare despre boli genetice rare. eUniversitatea are o
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parte de informare (date disponibile pentru publicul larg) si
o parte de formare (disponibila numai pentru cei care s-au
inscris la cursuri).

Vom oferi 3 tipuri de formare: fata in fata, on-line si
cursuri de invatare mixta - blended learning (fata in fata +
on-line), in functie de nivelul de acreditare.

Am acreditat 6 cursuri de formare:

Managementul bolilor rare, curs on-line care se adreseaza
medicilor si este acreditat de catre Colegiul Medicilor cu 18
credite EMC.

Formare pentru animatori socio-educativi, pedagog
de recuperare, lucrator prin arte combinate, evaluator de
competente si asistent personal al persoanei cu handicap
grav, autorizate de Ministerul Muncii si al Educatiei (acestea
filnd adresate asistentilor personali, asistentilor sociali,
psihologilor, profesorilor si celor care lucreaza cu pacientii cu
boli rare).

Speram ca prin aceasta platforma virtualda sa oferim
programe de formare profesionala de calitate, prezentate
intr-un mod atractiv, dorim sa inregistram progrese
continue, sa sustinem invatarea pe tot parcursul vietii, si sa
imbunatatim competentele necesare pentru diagnosticarea
si managementul bolilor rare. Metoda principala de formare
utilizata va fi blended learning - un concept modern pus in
aplicare in Centrul Norvegian pentru Asistenta Integrata si
Telemedicina din Tromso, care combina invatarea clasica
(fata in fata), cu invatarea moderna, bazata pe Internet
(elearning).

Constructia Centrului

Asta a fost o altad poveste, cu o multime de provocari si
eforturi. In primul rand, am primit terenul printr-un acord de
parteneriat, de la Biserica Catolica ,,5f. Familie” din Zalau.
Apoi terenul a fost dat inapoi Consiliului Local, care a decis
din nou sa ni-l dea noua (in conformitate cu cererea bisericii)
pentru renovarea si construirea centrului pentru boli rare
initial pentru 1 an, apoi pentru 3 si, n final pentru 10 ani.
INCREDERE i

Prin acest creat

N proiect - am
INTELEGERE...

Am inceput cu intarziere lucrarile de constructie datorita
metodelor de achizitie si contestatiilor, dupa care am avut
inundatii, alunecari de teren si a fost nevoie de munca
suplimentara pentru consolidarea terenului si multe altele...
dar am reusit sa depasim toate acestea si pana la urma le-
am dus la bun sfarsit. Reusita noastra se datoreaza tuturor
celor implicati: constructor, arhitect, autoritatile, personal
si voluntari. Toti au transformat acest proiect in scopul lor
principal si desigur toti isi doresc ca acest proiect sa fie un
exemplu... Pot spune ca visul nostru a devenit visul lor, si
acest lucru este fantastic.

Acest proiect este important pentru pacientii care sufera
de boli rare, deoarece acesta pune in evidenta experienta de
Zi cu zi a pacientilor si implicit a familiilor. Oferim cursuri
adresate atat intregii familii cat si specialistilor implicati in
diagnosticarea si managementul bolilor rare. De asemenea,
serviciile create vor oferi un sprijin important pentru toti
pacientii, nu numai pentru cei care au un tratament eficient,
Ci si pentru cei care nu au nici un tratament pentru moment
(prin terapii, formare, consiliere si activitati de grup de
sprijin).

Prin acest proiect nu am construit doar un “centru” pentru
bolile rare, am construit un parteneriat real si o adevarata
incredere intre toti partenerii implicati. Implicarea Frambu si
a APW din Norvegia este un model pentru partenerii romani,
iar aceasta cooperare a influentat de asemenea si sprijinul
autoritatilor nationale.

»Daca lupti pentru visul tau, intr-o zi, si visul tau va
lupta pentru tine...”

Dorica Dan, presedinte APWR




Center is a separate building created during the project
implementation.

The Pilot Reference Center for Rare Diseases - NoRo
will provide two main services:

1. A day care center for children with rare diseases from
autistic spectrum disorder; we will provide for them
educational activities and different therapies (behavior,
sensorial, physical therapy, massage, electro therapy,
speech therapy, hydro therapy, weight management
and recreational activities). Also, in this part we will
provide counseling and support groups for parents. The
beneficiaries in the day care center will come mainly
from our town. We can also organize training sessions
for families (and professionals) from other towns for a
certain period of time in order to provide them with the
knowledge on this area.

2, Training part of the center (residential part - 12 places
for accommodation)

a. Groups of patients from all over the country will attend
training activities for 5 days, learning how to cope with
their diseases;

b. Groups of young adults with rare diseases (trial for
flight) will come for consecutive weekends for training in
“life skills”;

c. Families with newly diagnosed children can also come to
the center for a period time for assessment and training
of the family;

During family training, while the parents are in class, the
children will be involved in therapeutic activities. We will
also organize therapeutic activities in the afternoon for the
young patients involved in training activities.

The NoRo center will utilize The Norwegian Way - to
managing rare diseases. We will organize training courses
on various rare diseases (ex. Prader Willi, Gaucher, Muscular
Dystrophy, Hemophilia, Ol, Williams, Pompe, MPS, Werdnig
Hoffman, Miastenia Gravis,etc.) or categories of diseases,
according to the number of patients (ex. metabolic,
endocrine, neurological, etc.).

The Norwegian experience have demonstrated that
if the patients, families, caretakers and professionals
involved are better trained, the quality of life is improved
for the patients and the costs for the state are less (less
medicines used through a better cope with the situation and
more efficient and timely intervention). Sharing knowledge
and experience from the Prader Willi Association Norway
and FRAMBU regarding organizing and management of such
a competence centre will be a great resource for Romanian
patients.

Operations of the Center:

Step 1. Identification, evaluation, genetic counseling for
those addressing to our services

Step 2. Acceptance in the center will be based on the
number of vacancies, the conditions imposed by law on
compliance with quality standards in the operation of these
services and internal rules of organization and functioning
for the center.

For a proper functioning of the services we conceive:

« Criteria’s for admission

» Contract for services agreed with the patient or the
family.

Individualized Care and Habilitation Plan for each
beneficiaries.

During the project development, we have organized
great activities for our beneficiaries. Both in the groups that
attended rehabilitation at the Rehabilitation Centre ACASA,
situated just outside Zalau, and the children involved the
therapy at the Center for Information about rare genetic
diseases.

Praject Update

www.edubolirare.ro is a part of the actual Center for

eUniversity

Information about Rare Genetic Diseases. The eUniversity
has an information part (available for the general public)
and a training part (available only for those who register for
training).

We will provide 3 types of training: face2face, online and
blended learning courses (face2face + online), depending on
the level of accreditation.

We have accredited 6 different training courses

The management of rare diseases, addresses doctors,
which is accredited by the Doctors Collegium with 18
credits for CME in online form. Training for socio-educative
animators, rehabilitation teacher, art therapist, competence
evaluators and personal assistant of disabled persons,
accredited by the Ministry of Work & Education (addressed to
personal assistants, social workers, psychologists, teachers,
working with patients with RD).

We hope that through this virtual platform we will
offer quality training programs, presented in an attractive
way, encouraging continue progress, lifelong learning
and improvement of the skills needed for diagnosis and
management of rare diseases. The main training method
will be blended learning - -a modern concept implemented in
the Norwegian Centre for Integrated Care and Telemedicine
from Tromso, which combines the classical learning method
(face2face) and modern internet-based learning (e-
learning).

The construction of the center

That was another story with lots of challenges and
efforts. First, we received the land through a partnership
agreement from the Catholic Church ,St. Family” Zalau.
Then it was given back to the Local Council, who decided
to give it to the RPWA (in accordance with the will of the
church) to renovate and build the center for rare diseases,
initially for 1 year, than 3 and finally for 10 years.

Through  this built TRUST and
UNDERSTANDING...

We started with delays in the construction work due to
the procurement methods and contestations, than we had
floods, landslides, supplementary work for reinforcement of
the land and many others... but, we overcome all these and
succeeded in the end. Mainly because all the people involved:
constructor, architect, authorities, staff and volunteers, all
of them transformed this project in their main goal and all
wanting this project to be an example... | would say that our
belief became their belief, and this is fantastic.

This project is important for rare diseases patients as it
is valuing the everyday experience of patients and families.
One of our main purposes is to implement training activities
for the entire family and for the professionals involved in
diagnosis and management of the rare diseases. Also, it will
offer an important support to all the patients, not only to
those who have an effective treatment but also for those
who have no treatment for the moment (through therapies,
training, counseling and support group activities).

Through this project we did not build only a ,center”
for rare diseases, but we built real partnership and trust
among all the partners involved. The involvement of Frambu
and PWA Norway is a model for the Romanian partners and
this cooperation has influenced the support of the national
authorities, too.

“If you fight for your dream, one day, the dream will
fight for you, too....”

project we

Dorica Dan, president of RPWA
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