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1. Medium: Evenimentul zilei

Type of media: National daily newspaper

Date: 28/02/2012

Author: N/A

Audience: 15.854/day

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Romanians and rare diseases

Summary: The article contains only a paragraph regarding
rare diseases.

ORIGINAL CLIPPING

Bolile rare la romani

SOC. Un milion de romani
sufera de boli rare. Dintre ei,
trei sferturi sunt copii, a
anuntat Alianta pentru Boli
Rare. In fiecare zi, cel putin un
roman suspect de o boala
rara se interneaza in spital.
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http://www.monitorizare.mediafax.biz/Pages/Public/viewps.aspx?id=jXH0HyzeFblsTDSlrUUR4w==

2. Medium: Curentul

Type of media: National daily newspaper

Date: 28/02/2012

Author: N/A

Audience: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Over one million Romanians are suffering from a

rare diseases

Summary: Over one million Romanians are suffering from a
rare disease and 75% of them are children. Each
day, at least one Romanian suspect of a rare disease
goes to the hospital.

ORIGINAL CLIPPING

Peste un milion de
romani suferadeo
boala rara

Peste un milion de romidni
suferd de o boald rard, jar 75 |a
sutd dintre acestia sunt copii. In
fiecare zi, cel pufin un romin
suspect de o boald radi se
interneazd in spital. Moud din sece
pacienti nu beneficiazd insd de un
tratament adecvat din cauza lipsei
diagnosticului sau a diagnosticirii
tardive, Majoritatea bolilor rare,
ca boala oaselor de stcla,
deficitul de atentie — ADHD,
hemocromatoza sau acumularea
de fier in organism, SIDA saw
anodontia, manifestatd prin lipsa
tuturor dingilor, au cauzd genetic
si se manifestd timpuriu, ele
apdrind la 3-49% dintre naster,
potrivit unei situatii prezentate cu
ocazia Filei Intermationale a
Bolilor Rare, 29 februarie. Bolile
rare pot fi insd si dobdndite. Pot fi
boli  autoimune, metabolice,
malformatn - congénitale, boli
toxice s infectioase, boli
pulmonare, lewcemii sau  alte
cancere rare, La nivel european,
peste 30 de milioane de oameni

suferii de afectiuni rare, ceea ce

reprezintd peste 8% din populatie, ONLINE PRESS
iar incidenta acestor boli este de

(W05% (310,000 europeni). Pind

in prezent, au fost identificate

intre G000 51 8000 de tipuri de

boli rare la nivel mondial. Potrivit

statisticilor, unu din patru pacienti

care suferd de boli rre au agteplat

rr_:sln: 30 de ani pﬁn.’} ﬁ:'ll_ fie

diagnosticati  corect, in  lipsa

medicilor si materialelor medicale Page 50f 105
die specialitate, (MLL)


http://www.monitorizare.mediafax.biz/Pages/Public/viewps.aspx?id=PR5U9553akwG3M0fbPWEdw==

3. Medium: Adevarul.ro

Type of media: National daily newspaper website

Date: 29/02/2012

Author: Mariana Minea

Unique viewers: 2.670.791/Month

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Rare, but strong together on the International

Rare Diseases Day

Summary: The National Alliance for Rare diseases in Romania
runs the campaign: “Rare, but strong together” .
The campaign has the role of informing about the
devastating impact of the rear diseases among the
lives of patients and their families and celebrates the
International Rare Diseases Day. The article
focuses on statistics regarding rear diseases: the
lack of treatment in Romania, number of patients,
the process of discovering a rear disease, the
incidence among children.

ORIGINAL CLIPPING
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http://www.adevarul.ro/life/sanatate/boli_rare-ziua_internationala-Dorica_Dan-diagnostic-tratament_0_655134524.html

4. Medium: Adevarul.ro

Type of media: National daily newspaper website

Date: 29/02/2012

Author: Mariana Bechir

Unique viewers: 2.670.791/Month

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: The International Day of Rare Disease: One

million Romanians are suffering from illnesses
hard to diagnose.

Summary: The article focuses on statistics regarding rear
diseases: the lack of treatment in Romania, number
of patients, the process of discovering a rear
disease, the incidence among children.

ORIGINAL CLIPPING

adevarulro R

IPhGIlE |F‘ |:1 i And

actualitate EE=:

Home EY-aiElli-1cl International

Finaneiar | Sport  Life | Cultura Opinii

Eveniment . Social . Politica . TechandIT . Verde . RociaMontana

. Wikileaks dezpre H

chualizat 1405 W arnva | TopamTicots | supumenTE » | sanaTate | asonanenTE | anevar

Facturile Iz céldurd su ‘_ Circulafia
Social . -

Ziua Internationala a bolilor rare -
un milion de romani sufera de
maladii greu de diagnosticat

23'5' warie 2012, 14:14 | Awor: Mariana Bechir | 271 afisan

ntz cheie: boli rare, ziua "lE"'Et:-".: 3,

L= |4 2 051 0 m z Comentzazd 1 O Q t=x () Tiparsstz

b

Page 7 of 105


http://www.adevarul.ro/actualitate/social/Ziua_Internationala_a_bolilor_rare_-_un_milion_de_romani_sufera_de_maladii_greu_de_diagnosticat_0_654534817.html
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5. Medium: Mediafax.ro

Type of media: Newswire website
Date: 28/02/2012
Author: N/A

Unique viewers: 1.220.050/Month
Comments / Tonality: Positive/Focused on statistics
Photos: No

Title: Worrying statistics: Over one million Romanians
suffer of a rare disease. Sometimes it takes dozens
of years until a final diagnostic is established

Summary: The article focuses on statistics regarding rear
diseases: the lack of treatment in Romania, number
of patients, the process of discovering a rear
disease, the number of specialists available in the
country.

The campaign has the role of informing about the
devastating impact of the rear diseases among the
lives of patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING

MEDIAFAX T ¢ o i

Home Felitic Econemic m Sport Externe Culturd-Media Life-Inedit Btiint3-5anitate Revista presei
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pe Cont Demo!

A Statistica ingrijoratoare: Peste un milion de roméni sufera de o
boald rara. Uneori dureaza zeci de ani pana la stabilirea
diagnosticului final
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Fecte un milion de remini sunt afectati de beli rare, 75 |2 sutd dintre acegtia sunt copii, majoritatea

cazurilor au cauzd genetica si se manifestd timpuriu, ele aparand la 3-4% dintre nasteri, potrivit
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http://www.mediafax.ro/social/statistica-ingrijoratoare-peste-un-milion-de-romani-sufera-de-o-boala-rara-uneori-dureaza-zeci-de-ani-pana-la-stabilirea-diagnosticului-final-9351661
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6. Medium: Gandul.info

Type of media: National daily newspaper website

Date: 29/02/2012

Author: N/A

Unique viewers: 2.381.772/Month

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: Over one million Romanians suffer from a rear

disease, 75% of them are children

Summary: The article focuses on statistics regarding rear
diseases: the information regarding children with
rare diseases is put first, the lack of treatment in
Romania, number of patients, the process of
discovering a rear disease, the number of specialists
available in the country.

The campaign has the role of informing about the
devastating impact of the rear diseases among the
lives of patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING
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http://www.gandul.info/news/peste-un-milion-de-romani-sufera-de-o-boala-rara-75-dintre-acestia-sunt-copii-9351697

7. Medium: Evz.ro

Type of media: National daily newspaper website

Date: 28/02/2012

Author: Dan Istratie

Unique viewers: 1.606.177/Month

Comments / Tonality: Neutral/Focused on statistics

Photos: Yes

Title: Find out how many Romanians suffer from rare
diseases

Summary: The article focuses on statistics regarding rear
diseases: the lack of treatment in Romania, number
of patients, and the Rare Diseases Day.

ORIGINAL CLIPPING

evz.Yo

CEL MA| BUN PORTAL DE STIR

rreeg iVl

ACTUALITATE POLITICA ECONCMIE | SPORT TIMPF LIBER [ERHEN EVZ SPECIAL TURISM
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AFLA cati romani sufera de BOLI RARE

Joaca Remi Gratis gi incdlzegte-te cu premii fierbinti. la din start 5 Euro cadou !!

La nivel mondial. au fost identificate intre 6.000 51 8.000 de tipur de boli rare
Frintre altii. foarte multi romani se interneaza zi de zi in spitale find suspectide o
astfel de boald

Ziua Internationalad a Bolilor Rare 2012 va fi
marcata pe 29 februarie, iar conform datelor
furnizate cu aceasta ocazie de Alianta Mationala
pentru Baoli rare, in Romania sunt peste 1 milion
de oameni care sufera din cauza unar afectiuni
rare. 75% dintre cei bolnavi sunt copii.

Castigi Oricum
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http://www.evz.ro/detalii/stiri/afla-cati-romani-sufera-de-boli-rare-968823.html

8. Medium: Romanialibera.ro

Type of media: National daily newspaper website

Date: 28/02/2012

Author: Alexandra Jeles

Unique viewers: 775.395/Month

Comments / Tonality: Neutral/Focused on statistics

Photos: Yes

Title: Over one million Romanians suffer from rear
diseases

Summary: The article focuses on statistics regarding rear
diseases: the lack of treatment in Romania, number
of patients, the number of rear diseases, the process
of discovering a rear disease, the number of
specialists available in the country.

ORIGINAL CLIPPING
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http://www.romanialibera.ro/stil-de-viata/sanatate/peste-un-milion-de-romani-sufera-din-cauza-afectiunilor-rare-255238.html
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9. Medium: 9am.ro

Type of media: News website

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: Yes

Title: Alarming: Rear diseases affect more than one

million romanians

Summary: The article focuses on statistics regarding rear
diseases: especially on the number of patients who
suffer from rear diseases.

ORIGINAL CLIPPING
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http://www.9am.ro/stiri-revista-presei/Social/224010/bolile-rare-afecteaza-peste-un-milion-de-romani.html

10. Medium: Kudika.ro

Type of media: Women’s website

Date: 29/02/2012

Author: N/A

Unique viewers: 1.417.084/Month

Comments / Tonality: Positive/Published the whole press release
Photos: Yes

Title: International Day of Rare Diseases 2012
Summary: The article focuses on statistics regarding rear

diseases: mostly around the number of patients. The
campaign has the role of informing about the
devastating impact of the rear diseases among the
lives of patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING
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http://healthy.kudika.ro/articol/healthy~stiri/20952/ziua-internationala-a-bolilor-rare.html

11. Medium: Ele.ro

Type of media: Women’s website
Date: 28/02/2012
Author: N/A

Unique viewers: 893.109/Month
Comments / Tonality: Positive/Published the whole press release
Photos: No

Title: International Day of Rare Diseases 2012 —
statistic data in Romania

Summary: The article focuses on statistics regarding rear
diseases: mostly around the number of patients.

ORIGINAL CLIPPING
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http://sanatate.ele.ro/Medicina-Generala/Afectiuni-si-Tratamente/Ziua-Internationala-a-Bolilor-Rare-2012-date-statistice-in-Romania_--a11839.html

12. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Antena.ro

News website
28/02/2012
Source: Evz.ro

N/A
Neutral/Focused on statistics
No

Title: Find out how many Romanians suffer from rare
diseases

Summary: The website only published the title and the first two
lines and then linked to the source.

ORIGINAL CLIPPING
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http://www.antena.ro/stiri/afla-cati-romani-sufera-de-boli-rare
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13. Medium: Realitatea.net

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: One million Romanians are suffering from rear

diseases. 3 out of four are children.

Summary: The article focuses on statistics regarding rear
diseases: the number of children suffering, the lack
of treatment in Romania, number of patients, the
process of discovering a rear disease, the number of
specialists available in the country.

ORIGINAL CLIPPING
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http://www.realitatea.net/un-milion-de-romani-sufera-de-boli-rare-trei-din-patru-bolnavi-sunt-copii_917912.html

14. Medium: Libertatea.ro

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: 2.585.771/Month

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Over one million Romanians are suffering from a

rear disease

Summary: The article focuses on statistics regarding rear
diseases: the number of children suffering, the lack
of treatment in Romania, number of patients, the
process of discovering a rear disease, the number of
specialists available in the country. The campaign
has the role of informing about the devastating
impact of the rear diseases among the lives of
patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING
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Peste 1 milion de romani sunt afectati de boli rare, iar peste 90% din pacienti nu
beneficiaza de tratament adecvat din cauza lipsei de informare in domeniu gi a
dificultatii de diagnosticare. Astfel,in fiecare zi, cel putin un roman suspect de o
boala rara se interneaza in spital. Statisticile arata ca 75% dintre pacientii cu boli
rare sunt copii - majoritatea acestor boli au cauza genetica gi se manifesta timpuriu.
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http://www.libertatea.ro/detalii/articol/Peste-un-milion-de-romani-sufera-de-o-boala-rara-380952.html

15. Medium:

Type of media:
Date:
Author:

Unique viewers:

Comments / Tonality:

Photos:

Title:

Summary:

Business-Forum.ro

News website
28/02/2012
Lia Tatar

N/A
Positive/Focused on statistics
Yes

February 29" — The international day of rare
diseases

The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance.

The campaign has the role of informing about the
devastating impact of the rear diseases among the
lives of patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING

BUSINESS

CUM

www.business-forum.ro FORUM

HOME BUSINESS | ACTUAL LIFESTYLE IN EXCLUSIVITATE | ANUNTURI GRATUITE FORUM

IOMDEM | SANATATE | CINEMA | SEX | LUXURY | ARTA

SUNTETI AICI: LIFESTYLE SAMATATE 29 FEBRUARIE = ZIUA INTERNATIONALA A BOLILOR RARE
29 februarie - Ziua Internationala a Bolilor Rare

3 Tweet -1 ELie

Cu ocazia Zilei Internationale a Bolilor Rare 2012,
marcata pe 29 februarie, asociatii de pacienti din
intreaga lume atrag atentia asupra necesitatii facilitarii
accesului la diagnostic corect gi tratamente adecvate.
" Peste 1 milion de romdni sufera din cauza afectiunilor
rare, iar % din 10 pacienti nu beneficiaza de tratament
adecvat.

Potrivit datelor Aliantei Mationale pentru Boli Rare Romdnia, un
milion de roméni suferd de o boald rard, iar 75% dintre
acestia sunt copii 8 din 10 pacienti nu beneficiazd de un
tratament adecvat pe fondul lipeei diagnesticului =au diagnosticdri tardive; La nivel mondial au fost identificate intre
6.000 =i 8.000 de tipuri de boli rare.

in fizcare zi, cel putin un romén suspect de ¢ boald rard = internsazd in =pital, conform dateler medicier. Tetedatd,
statisticile aratd cd 75% dintre pacientii cu boli rare sunt copii - majoritatea acestor beli au cauzd gensticd si se

Page 22 of 105


http://www.business-forum.ro/lifestyle/sanatate/45699-29-februarie-ziua-internaional-a-bolilor-rare.html

Page 23 of 105



16. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Title:

Summary:

24deoremuresene.ro

News website
29/02/2012
N/A

No
Rare Disease Day

The article focuses on statistics regarding rear
diseases: the number of children suffering, the lack
of treatment in Romania, number of patients, the
process of discovering a rear disease, the number of

specialists available in the country. The campaign
has the role of informing about the devastating
impact of the rear diseases among the lives of
patients and their families and celebrates the
International Rare Diseases Day.

ORIGINAL CLIPPING
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| ® web

24deoremuresene.ro/articole/detalii-stire/articol/ziua-bolilor-rare.html
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Ziua bolilor rare

Peste 1 milion de romani suferd din cauza afectiunilor rare, iar 9 din 10 pacienti nu
beneficiazi de tratament adecvat pe fondul lipsei diagnosticului sau diagnosticarii
tardive, conform datelor Aliantei Nationale pentru Boli Rare Romania. Mai grav este ca
75% dintre acestia sunt copii. La nivel mondial au fost identificate intre 6.000 si 8.000
de tipuri de boli rare. De Ziua Internationald a Bolilor Rare, marcatd pe 29 februarie,
asociafile de pacienti din Tntreaga lume atrag atentia asupra necesitatii facilitsrii
accesului la diagnostic corect §i tratamente adecvate. in fiecare zi, cel putin un roman
suspect de o boald rard se interneaza in spital. Alianta Bolilor Rare a sustinut o serie
de seminarii pentru informarea specialigtilor in domeniul sanatatii cu privire 1a aceste
bali. “Numdrul pacientilor cu boli rare este mic, de aceea este foarte ugor ca ei 53 fie
ignorati in stabilirea prioritatilor in sistemul de sanatate si sunt foarte putine companii
care investesc in cercetarea pentru dezvoltarea de medicamente eficiente pentru ei”,
a declarat Dorica Dan, pregedintele Aliantei Nationale pentru Boli Rare, conform unui
comunicat al unei companii farmaceutice implicate Tn proiect. Desi numarul celor
care suferd de boli rare (boli autoimune, metaboelice, malformatii congenitale, boli
toxice §i infectioase, boli pulmonare, leucemil sau alte cancere rare) este redus, rata
de mortalitate este insemnata, din cauza complicatiilor care insotesc aceste afectiuni
Mai mult, statisticle EURORDIS (o aliantd internationald a organizatiilor
neguvemnamentale de pacienti care are ca scop imbunatitirea calitaii vietii tuturor
oamenilor din Europa care suferd de boli rare), cu privire la nevoile medicale gi de
informare din aria bolilor rare aratd ca 1 din 4 pacienti care suferd de boli rare au
agteptat peste 30 de ani pana sa fie diagnosticati corect in Romania, exista doar 75
de specialigti in domeniul geneticii, iar 90% dintre judetele tari nu au niciunul.
incepand cu anul 2008, au fost demarate politici si strateqii care vizeaza bolile rare la
nivel european. In Romania, Programul National de Boli Rare a fost lansat de
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17. Medium: Antena3.ro

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: 2.276.480/Month

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title:

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance, the types of rare diseases.

ORIGINAL CLIPPING

ilimk]

lantena3if»d

speciafesti in gtiri ._15
ZIRRE.RC VIDECHEWS.RO e bt N= DT N PREMIERS  SINTEZA ZILEI  SUBIECT

Acasa Politicd |Romania | Economic Sport  Externe  Life-Show  High Tech  Auto  Meteo

Ei sunt Romania  Salvafi padurile virgine  WikiLeaks

Boala de care ai putea suferi, dar

e~ jnca nu ai fost diagnosticat. Peste

c1ERl Lﬂu“;: un milion de romani sufera de o
boala rara grava

Visul premisnui LD | 28 Feb 2012, 1452 M Recommen E Ve ekl i LML

Ungureanu, S3 devind

presedinte
01 hfar, 09759 | O comentaril

Pitecti, demiz de
CMADMR dups ce Antenz
3 3 prezentat stares jzinicd
3 DNTI

01 Mar, 02:10 | 0 comentarll

Page 25 of 105


http://www.antena3.ro/romania/boala-de-care-ai-putea-suferi-dar-inca-nu-ai-fost-diagnosticat-peste-un-milion-de-romani-sufera-de-o-boala-rara-grava-157261.html

18. Medium: salvaticopii.ro

Type of media: News website
Date: 29/02/2012

Author: N/A

Unique viewers:
Comments / Tonality:
Photos: Yes

Title: Rare Disease Day

Summary: The article focuses on the activities that took place
in Timisoara: the story is narrowed down to the case
of a three year old boy who suffers from Hunter
syndrome.

ORIGINAL CLIPPING
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19. Medium: Cristv.ro

Type of media: News website
Date: 29/02/2012
Author: N/A

Unique viewers:
Comments / Tonality:
Photos: Yes

Title: February 29" — Rare Diseases Day

Summary: The article focuses on statistics regarding rear
diseases: the lack of treatment in Romania, number
of patients, the process of discovering a rear
disease.

ORIGINAL CLIPPING
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Autobara

29 februarie, Ziua Bolilor Rare

February 29, 2012 // Leave Your Comment

iﬂ:’;‘:"z’“ ’) = Definitia bolilor « rare » (boala care afecteazi mai putin de 1 din 2 000 de indivizi) mu
trebuis 54 maschezs importanta impactuli pe care acest tip de boli il realizeazi 1 nivelul
* sindtifii publice. Pind in acest moment au fost repertorizate §i incadrate ca boli rare peste
6000 de afectinni (6000-8000). Majoritatea bolilor rare sunt determinate de factori genetici,
:
L pirziu pe parcursul vietii, combinate adesea cu susceptibilitatea genetici. Unele dintre
ea sunt forme sau complicatii rare ale bolilor comune. Desi unele simptome pot fi
detectate inci de la nastere sau in timpul copiliriei, peste 50% din bolile rare apar la
‘maturitate si. in mod frecvent, pun in pericol viafa sau provoacs invaliditate cronici. fn
peneral, pentru aceste boli ms existi un tratament eficient. Insi, prin aplicarea unor misuri de depistare, diagnosticul poate fi

stabilit din timp §i se pot acorda ingrijirile adecvate, contribuind astfel la imbunititirea calitifii viefi §i la cregtersa speranfei
de viajd a persoanslor care suferd de o boali rari.

icestea pot apérea si ca urmare a expunerii la un anumit mediu in timpul sarcinii sau

Bolile rare reprezintd o preccupare majord in domentul sindti{ii publice 5i constituie o prioritate pentru programele de
siniitate §i cercetare ale Uniunii Europene. Legislafia comunitari si finanfarea acerdati proiectelor de cercetare si dezvoltare
au ca scop promovarea dezvoltirii medicamentelor orfane”, destinats pacientilor care sufers de boli rare. UE promoveazk
prevenirea, diagnosticarea 5i tratarea bolilor rare prin crearea de refele, impirtigirea experientei, formare §i difuzarea
cunostinfelor.

.~ Tags: Ziua Bolilor Rare

£ & 5 @ hitp:ffwww.cristvrofwp-content/uploads/2012/02/sigla-Boli-Rarejpg =
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20. Medium: Curentul.ro

Type of media: Daily newspaper website

Date: 28/02/2012

Author: Mihaela Iamandei

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Over one million Romanians suffer from a rear
disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance, the types of rare diseases.
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dintiler, 2u cauz gensticd zi 52 manifestd timpuriv, ele apdrand |z 3-4% dintre nasteri, potrivit unsi situstii prezentats cu
ocazia Filei Internationsle s Bolilor Rars, 29 februarie. Bolile rare pot fi insd =i dobSndite. Pot §i boli sutoimune,
metabolice, malformatii congenitale, boli toxice si infectioase, boli pulmonare, leucemii sau alte cancere rare. La nivel
europesn, peste 30 de milicans de cameni sufe d= afectiuni rare, cesa oe reprezint peste 8% din populstis, iar
incidenta scestor boli este de 0,05% (5/10.000 surcpeni). PSnd in prezent, su fost identificate intre 8000 =i 8.000 d=
tipuri de boli rare I3 mivel mondial. Potrivit statisticilor, unu din patru pacienti care suferd de boli rare au asteptat peste 30
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21. Medium: DCnews.ro

Type of media: News website
Date: 28/02/2012
Author: Elena Anghelina

Unique viewers: N/A
Comments / Tonality: Neutral/Focused on statistics
Photos: Yes

Title: Statistic: Over one million Romanians suffer
from a rear disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance, the types of rare diseases.

ORIGINAL CLIPPING
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= Tipareste aceastd pagind -

recommend This.
Paste un milion de romani suferd de o boald rard si dintre acestia 75% sunt copii.
Lipsa wunui diagnostic si diagnosticarea tardiva sunt principale cauze ale
mortalitatii. Aceste rezultate ingrijordtoare au fost prezentate de Alianta Nationala
pentru Boli Rare din Romania.

Autor : Elena Anghelina

» Romdni vor aves un centro de informare privind fondurie

- - — Moud din zece pacienti nu beneficiazd de un R
’ tratament adecvat din cauza lipsed
e - diagnesticului zau a stabilirii acestuia prea

F > — tarzin, Aceleazi date aratd cd minimuom un

b roman suspect de o boald rard ze interneaza
zilnic in spital.

Cauzele belilor sunt in proportie de Bo% genetice,

r e dar existd doar 75 de specialisti in Romania in

| domeniul geneticii; iar go% dintre judetele tarii

nu au niciunul, Belile dobandite pot fi

auteimune, metabolice, malformatii congenitale, boli toxice 3i infecticase, beli pulmeonare,
leucemii zau alte cancere rare,

"Numarul pacientilor cu boli rare este mic, de aceea este foarte usor ca ei =& fie ignorati in

stabilirea prioritatilor in sistemul de sdnatate =i sunt foarte putine companii care investesc in
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22. Medium:

Puterea.ro

Type of media: Daily newspaper website

Date: 29/02/2012

Author: Vlad Negrescu

Unique viewers: 86.178/Month

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Rear diseases affect more than a million
romanians

Summary: The article focuses on statistics regarding rear
diseases: the number of patients and the number of
patients.

ORIGINAL CLIPPING
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23. Medium: Agerpres.ro

Type of media: Newswire website

Date: 29/02/2012

Author: N/A

Unique viewers: 69.610/Month

Comments / Tonality: Positive/Focused on statistics.

Photos: Yes

Title: The National Alliance for Rare Diseases: Over
one million Romanians are suffering from rare
affections

Summary: The article focuses on statistics regarding rear
diseases: the number of patients and the number of
patients.

ORIGINAL CLIPPING
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Alianta Nationald pentru Boli Rare: Peste un milion de romani suferd

din cauza afectiunilor rare

| ]

i Peste 1.000.000 de romani suferd de o boala rara,
iar 75% dintre acestia sunt copii, se arata intr-un
comunicat de presad al Aliantei Nationale pentru
Boli Rare Romdania.
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24. Medium: Money.ro

Type of media: News website

Date: 29/02/2012

Author: Source: Agerpres

Unique viewers: 555.146/Month

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: The National Alliance for Rare Diseases: Over
one million Romanians are suffering from rare
affections

Summary: The article focuses on statistics regarding rear
diseases: the number of patients and the number of
patients.

ORIGINAL CLIPPING
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25. Medium: Realitatea.net

Type of media: News website

Date: 29/02/2012

Author: N/A

Unique viewers: 2.942.398/Month

Comments / Tonality: Positive/Focused on the march from Timisoara
Photos: Yes

Title: In Romania, over one million people suffer from

rare affections

Summary: The article focuses on the march that took place in
Timisoara: the story is narrowed down to the case of
a three year old boy who suffers from Hunter
syndrome.

ORIGINAL CLIPPING
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Romania.
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26. Medium: Sursadestiri.ro

Type of media: News website

Date: 28/02/2012

Author: Source: Evenimentul Zilei

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Find out how many Romanians suffer from rare
diseases

Summary: The article focuses on statistics regarding the
number of Romanians who suffer from rare diseases,
the number of affected children, the number of rare
diseases. There is only one paragraph of the article
on the website.

ORIGINAL CLIPPING
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La nivel mondial, au fost identificate intre 6 000 si 8 000 de tipuri de bali rare. Printre altii, foarte multi romani se
interneaza zi de ziin spitale fiind suspecti de o astfel de boald. Ziua Internationala a Bolilor Rare 2012 va fi
marcata pe 29 februarie, iar conform datelor furnizate cu aceasta ocazie de Alianta Nationald pentru Boli rare, in
Romania sunt peste 1 milion de cameni care sufera din cauza unor afectiuni rare. 75% dintre cei bolnavi sunt
copii. Partea si mai...

Monitorizare stiri folosind cuvinte cheie - & Evenimentul Zile
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27. Medium: Refuzache.info

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: One million Romanians are suffering from rare

diseases. 3 out of 4 are children

Summary: The article focuses on statistics regarding rare
diseases, the number of Romanians who are
suffering, the number of children who are suffering,
the number of specialists in Romania.

ORIGINAL CLIPPING

STIRI PE INTERNET

o

Un milion de roméni sufera de BOLI RARE. Trei din patru
bolnavi sunt copii
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Member of

EURORDIS

ocaziz Zilei Internationsle 3 Bolilor Rare 2012, marcata pe 29 februarie, ssocistile de

53 atragd atenfis asupra necesitsti facilitani acoesului la diagnostic corsct 5
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28. Medium: Manager.ro

Type of media: News website

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: One million Romanians are suffering from rare
diseases.

Summary: The article focuses on statistics regarding rare
diseases, the number of Romanians who are
suffering, the number of children who are suffering,
the number of specialists in Romania.
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Peste 1 milion de romani sufera de boli rare

[ £ W Tweet 4 de ulian Budusan la 29 Feb. 2012

Tags: boli rare, copii, pacienti, tratament.
diagnostic

Sanatatea romanilor este mai mult decat
precara, iar studiile vin sa confirme o
statistica sumbra: peste 1 milion de romani
sufera de 0 boala rara. iar =5% dintre acestia
sunt copii. Noua din zece pacienti cu aceste
afectiuni nu beneficiaza de un tratament

b a P . g
“:ﬂ?'ﬂ:; adecvat, pe fondul lipsei diagnosticului sau

diagnosticarii tardive, sustin reprezentantii
Aliantei Nationale pentru Boli Rare Romania.

Page 36 of 105


http://www.manager.ro/articole/sanatate/peste-1-milion-de-romani-sufera-de-boli-rare-16828.html

29. Medium:
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Comments / Tonality:
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Title:

Summary:

Stiripescurt.ro

News website
28/02/2012
Source: Realitatea.net

N/A
Positive/Focused on statistics
No

One million Romanians are suffering from rare
diseases. 3 out of 4 are children

The article focuses on statistics regarding rare
diseases, the number of Romanians who are
suffering, the number of children who are suffering,
the number of specialists in Romania.
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Un milion de romani sufera de BOLI RARE.
Trei din patru bolnavi sunt copii

Peste wn milion de romani sunt afectati de boli rare, 75 la suta dintre acestia sunt
COpil, majorntates camumilr U c3uza genetica si se manifesta timpurio, ele
aparand la 3-4% dintre naster, potrivit unei siteati prezentste cu ocazia Zilei
Internationale 3 Boliler Rare. Conform datelor Alisntei Mationale pentru Boli Rare
Romania, peste un milion de romani sufera de o boala rara, iar noua din zece
pacienti nu beneficiaza de un tratament adecvat pe fondul lipsei disgnosticului
=au disgnosticarii tardive. Datele sunt prezentate cu ocaria Jilei Intermationale a
Bolilor Rare 2012, marcata pe 23 februare, asociatile de pacienti din intreaga
lume dorind =3 atraga atentia asupra necesitatii facilitani accesului la diagnostic
corect si tratamente adecvate. Conform dateler medicilor, in fiecare @, cel putin
un roman suspect de o boala rara se internesza in spital. Totodata, statisticile
arsta ¢a T5% dintre pacientii cu boli rare sunt copil, majoritatea acestor boli avand
caura genetica si manifestandu-se timpuriu. Bolile rare apar la 3-4% dintre nasteri,
potrivit statisticilor Comisiei Europens. Bolile rare au caura genetica (B0%), dar
pot fi si dobandite. Acesteas pot fi boli sutcimune, metabolice, malformatii
congenitale, boli toxice =i infectioase, boli pulmonare, levcemii sau alte cancers
rare. La nivel european, peste 30 de milicans de cameni sufera de afectiuni rare,
B3 Ce reprezinta peste 8% din populatie, iar incidenta acestor bodi este de 0,05%
{510,000 eurcpeni). Pana in prezent su fost identificate intre 6.000 =i 8.000 de
tipuri de boli rare la nivel mondial. Desi numarl celor care sufera de boli rare este
redus, rata de mortslitate este insemnata, din couwra complicatilor care insotesc
aceste afectioni. Principalele cauze de mortalitate sunt diagnosticarea tarzie si
lipsa umui tratament adecvat, acestea fiind accentuste de expertiza insuficients si
deficitul de specialisti in genetica medicala, dar si de centre specislizate. Potrivit
statisticilor EURORDIS cu privire la nevoile medicale si de informare din ania
bodilor rare, unu din patru pacienti care sufera de boli rare au asteptat peste 30 de
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Type of media: Daily newspaper website
Date: 29/02/2012
Author: Adina CHIRVASA

Unique viewers: N/A
Comments / Tonality: Neutral/Focused on statistics
Photos: No

Title: International Day of Rare Disease 75% of the
patients are children

Summary: The article focuses on statistics regarding rear

diseases: the number of patients, the children
affected.
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ZIUA INTERNAFONALA A BOLILOR RARE: 75% dintre pacientii cu boli rare sunt copii Curs Valutar 22 mar 2012

Conform datelor mediciir, in fiecare 2i, cel pufin un romén suspect de o boald rard se interneazs in spital, e e

Potrivit Allantei Nafionale pentru Boli Rare, peste un milon de romani suferd din cauza afectiunior rare. 75% din acegtia sunt copil. Majoriatea acestor cazuri au 1EURD 43754 RON

cauzé genelics si se manifestd limpuriu, cle apérand la 3-4% dinire nasteri. De asemenea, potrivi aceleiasi surse, nous din zece pacien(i nu beneficiaza de un 18 5,2406 RON

tratament adecvat pe fondul lpsei diagnosticului sau diagnosticari tardive.

Datsle au fost prazentate cu ocazia Zilel Internationale 3 Bolior Rars 2012, marcatd pe 28 februarie, pentru al cincilea an consecutiv, asociatile de pacienti din 1 gr.aur 175,5886 RON

intreaga lume dorind sA atrag atentia asupra necesiati faciitirii accesului la diagnostic corect si tratamente adecvate. Conform datelor medicior, In fiscare i, ALTE VALUTE ISTORIC

cel putin un romén suspect de o boals rara se intermeaz in spital. Bollle rare au cauzi genetic (80%), dar pot fi si dobandite. Acestea pot fi boli autoimune,

metabolice, malformati itale, bolitoxice giinfectioase, boli pumonare, leucemi sau afte cancere rare,
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Monitorulcj.ro

Type of media: Daily newspaper website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Patients with rare diseases do not receive
adequate treatment

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the children
affected.
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Photos: Yes

Title: Over one million Romanians suffer from rear
diseases

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the children
affected, the Alliance for rare diseases.
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Peste un milion de romani sufera de boli rare
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Peste un milien de romani sunt afectati de boli rare.
Dintre acestia, 75% dintre acegtia sunt copii,
majoritatea cazuriler au cauzd genetica gi se manifesta
timpuriu, ele apdrind la 3-4% dintre nasteri, potrivit
unei situatii prezentate cu ccazia Zilei Internationale 2
Baliler Rare.

Conform datelor Alianisi Nafionale pentru Boli Riare Romania,
peste un milion d2 romini suferd dz o bosld rard, isr nowd
din zece paciend nu beneficiazs de un tratament adecvst pe
fondul lipsei diagnosticului sau diagrosticri tardive.

Conform datelor medicilor, in fiecars Zi, ol pusin wn romdsén
suspect de o bosls rard == interneszi in spitsl. Totodstd,
statisticile aratd o 75% dintre pacienti cu boli rare sunt
copil, majoritst=s acestor boli avand cauzd genstics Si
manifestindu-s2 timpuriv. Balile rare spar la 3-4% dintre
nasten, potrivit statisticilor Comisiei Evropens.

Bolile rare su csuzd geneticd {50%:), dar pot fi Si dobandits.
Acestes pot fi boli sutcimune, metsbolice, malformati
congenitale, boli towice i infecfioase, boli pulmaonsre,
lzucemil =3u alte cancars rars

Patrivit statisticilor EURORDIS cu privire la nevoike
medicale 5i de informare din aria bolilor rare, une din patru
pacient care suferd de boli rars U ssteptst peste 30 de Eni

f I
a comentarnii video | imagine

pand =3 fie disgnosticasi corect.
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33. Medium: FTR.ro

Type of media: News website

Date: 28/02/2012

Author: Dana Tarlea

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: Yes
Title: Rare, but strong together

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the children
affected, the Alliance for rare diseases.
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34. Medium: Ziuadeconstanta.ro

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Published the whole press release

Photos: No

Title: Over one million Romanians suffer from rare
diseases

Summary: Romania on the International Rare Diseases Day
2012: over one million
Romanians suffer from rare affections and 9 out of
10 patients do not benefit from adequate treatment.
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Romania de Zina Internationald a Bolilor Rare 2043
peste 1 milion de romani sufera din cauza
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Romania de Ziva Internafionals 3 Bolilor Rare 2012: peste 1 milion d2 romani

sufiera din cauza afecfivnilor rare, isr 9 din 10 paciendi nu beneficiaza de
tratament adecwat

- Potrivit datelor Alianizi Nafionale pentru Boli Rare Romdnia, un milion de
romani suferd de o bosls rard, isr T5% dintre spestia sunt copii;

- 5 din 10 paciend nu beneficiaz3 de un tratament adecvat pe fondul lipssi
disgnosticului sau diagnosticrii tardive;

- La nivel mondisl su fost identificate intre 5.000 5i 8.000 de tipuri d= boli rars;

Bucuragti, 28 februarie 2012 — Cu ocazia Fiki Internationale a Bolilor Rare
2012, marcsti pe 23 februarie, asocisii de paciend din intresgs lume atrag
steniiz ssuprs necesitii facilitini scoesului 1z disgrostic corsct Si tratamants
sdecyats.

Faste f milion de romani sunt 3fzctali de beli rars, izr peste 30% din pacient nu
bensficiazd de tratament sdecvat din cauzs lipssi de informars fn domeniu sia
dificultisi de disgnosticare. Astfel, in fiecare zi, o2l pufin un roman suspect de o
boald rard == interneazd in spitsl, conform datelor medicilor. Totodats,
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Type of media: News website

Date: 28/02/2012

Author: Ana-Maria Niculescu

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: A rare disease “hunts” over one million
Romanians

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance.
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Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: Yes

Title: The illness you might be suffering of, but you

haven’t been diagnosed yet. Over one million
Romanians are suffering from rare diseases

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance.
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Unique viewers: N/A
Comments / Tonality: Positive/Focused on statistics
Photos: No

Title: Over one million Romanians are suffering from a
rare disease, 75% of them are children

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected by rare diseases, the Rare Diseases
Alliance.
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au cauzd geneticd 5i s2 manifestd timpuriy, e apdrind coaieagaenegaes o Alte articole
la 3-4% dintre nagteri, potrivit unei situatii prezentate ugl (1] 3 BAMJ
cu ocazia Ziled Internationalz a Bdlilor Rare. Epilare definitiva ieftin
S B T LA orice zona 120 lei 8 sedinte la pret de 7 usl DE I“TMRE
Conform datelor Aliantei Mationale pentru Bcli Rare AT e T - {Z“Rl
mominia, peste un milion de roméni suferd de o boald
rard, far noud din zece pacienti nu beneficiazd de un anuntun Google
tratament adecvat pe fondul lipsei diagnosticului sau
diagnosticdrii tardive. 0 1 40 0
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38. Medium: Monitorulexpres.ro

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/Focused on statistics

Photos: No

Title: Tomorrow we celebrate the international rare
diseases day

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the Rare Diseases
Alliance.

ORIGINAL CLIPPING

International Sport Economic Life IT, Stiintd sitehnica » Arta & Cultura & Med

it Local

Mational
Index -= Ultima ord -= Local

Miine este sarbatorita Ziua Internationala a Bolilor Rare

intreaga lume wva marca maine, 29 februarie, Ziua
Internationald a Bolilor Rare, cu aceastd ocazie asociatile de
pacienti  atrdgand atentia  asupra necesitdti facilit3ri

accesulul la diagnostic corect 51 tratamente adecvate. Potrivit
statisticilor, peste un milion de romani sunt afectati de boli
rare, iar peste 90% din pacienti nu beneficiaza de tratament
adecvat din cauza lipsei de informare in domeniu si a3
dificultatii de diagnosticare. Astfel, in fiecare zi, cel putin un
roman suspect de o boald rard se interneazid in spital.
Totodatd, statisticile aratd cd 75% dintre pacientii cu boli rare
sunt copii, 1ar cele mai multe dintre aceste boli au cauzd
geneticd si se manifestd timpuriu.

Alianta Nationald pentru Boli Rare Romania a derulat
campania "Rari, dar solidar”, pentru informarea cu privire la
impactul  devastator al afectiunilor rare  asupra  vieti
pacientilor. Campania a demarat |a inceputul lui februarie, cu
ocazia Zilel Mondiale de Luptd Impotriva Cancerului {pentru
cd o parte dintre cancere sunt afectiuni cu incidentd redus3)
i se va incheia maine, de Ziua Internationald a Bolilor Rare.
In cadrul campaniei de anul acesta, Alianta Bolilor Rare a
sustinut o serie de seminarii pentru informarea specialistilor
in domeniul s3n3tati cu privire la aceste boli. Prin aceste
actiuni, Alianta se implicd activ in cercetarea domeniului,
contribuind la implementarea Planului National de Boli Rare,
conform recomandarilor Uniunil Europene.

Cancer Therapy in China
Free online inquiry Cancer treatment
alternatives

wawvi.cancertherapychina.com

Elimina HEPATITA Natural

Scapa de Hepatita si Lasa Ficatul 53 se
Refacd 100% Natural in 7 Sapt
wivve.trateaza-hepatita.ro

China Celule Stem Stiri
Cele mai Recente Stiri cu Experientele
Facientilor

TratamentCuCeluleStem.com
Anunturi Gooy

Tratament Maturist DIABET
Scapa De Insulina, Invinge Diabetul
Tratament Naturist. Efect Garantat!

Invinge-Diabetul.info

Ortodontie Cluj
Tratamente ortodontice pentru copii si
adulti
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39. Medium:

Type of media:
Date:
Author:

Unique viewers: N/A
Comments / Tonality: Neutral/Focused on statistics

Photos:

Title:

Summary:

Monitorul de Vaslui

Local daily newspaper
29/02/2012
N/A

Yes

Over one million Romanians are suffering from a
rare disease

The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, the Rare Diseases Alliance.

ORIGINAL CLIPPING
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40. Medium:

Type of media:
Date:
Author:

Unique viewers:

Comments / Tonality:

Photos:

Title:

Summary:

24 de ore

Local daily newspaper

29/02/2012
EM.

N/A

Positive/Focused on statistics

Yes

February 29" — The International Day of Rare

Diseases

The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, the Rare Diseases Alliance.

ORIGINAL CLIPPING

29 februarie - Ziua internationala a Bolilor Rare

0 Cu ocazia Zilei Internationale a Bolilor Rare 2012, marcata pe
29 februarie, asociatii de pacienti din intreaga lume atrag
atentia asupra necesitatii facilitarii accesului la diagnostic
corect si tratamente adecvate,

Peste 1 milion de romani sunt
afectati de boli rare, iar peste
90% din pacienii nu beneficiaza
de tratament adecvat din cauza
lipsei de informare in domeniu
si a dificultdtii de diagnosticare.
Astfel, in fiecare zi, cel pufin un
romdn suspect de o boald rard
se interneazd in spital, conform
datelor medicilor. Totodatd, sta-
tisticile aratd ca 75% dintre
pacientii cu boli rare sunt copii
- majoritatea acestor boli au
cauzd geneticd §i se manifestd
timpuriu. Bolile rare apar la 3-
4% dintre nagteri, potrivit statis-
ticilor Comisiei Europene. In
acest an, GlaxoSmithKline
(GSK) Rominia susjine campa-
nia "Rari, dar solidari", derulata
de Alianta Nationald pentru Boli
Rare Romadnia, pentru infor-
marea cu privire la impactul

devastator al afectiunilor rare
asupra  viejii  pacientilor.
Campania a fost ‘demaratd la
inceputul lui februarie, cu
ocazia Zilei Mondiale de Luptd
Impotriva Cancerului, pentru ci
o parte din cancere sunt
afecfiuni cu inciden{d redusa.
Campania se incheie pe 29 feb-
ruarie, de Ziua Internationala a
Bolilor Rare, Mai mult, pentru a
raspunde nevoilor pacientilor
cu boli rare de a beneficia de
tratamente inovatoare si efi-
ciente, GSK a infiingat in 2010,
la nivel international, divizia
GSK Rare Diseases, o echipa ce
se concentreaza asupra
cercetdrii a 200 de afecfiuni
rare, cu o crestere in urmatorii
ani. Agadar, in cadrul cam-
paniei de anul acesta, Alianja
Bolilor Rare a sus{inut o serie de

seminarii pentru informarea
specialistilor in  domeniul
sandatafii cu privire la aceste
boli, Prin aceste actiuni, Alianfa
se implicd activ in cercetarea
domeniului, contribuind la
implementarea Planului
National de Boli Rare, conform
recomanddrilor Uniunii
Europene.

“Numdrul pacientilor cu boli
rare este mic, de aceea este
foarte ugor ca ei sa fie ignorati
in stabilirea prioritajilor in sis-
temul de sdndtate §i sunt foarte
pujine companii care investesc
in cercetarea pentru dezvoltarea
de medicamente eficiente pen-
tru ei", spune Dorica Dan,
Presedinta Alianfei Nationale
pentru Boli Rare. :

"Drumul pe care trebuie’sa-l
strdbatd pacientul afectat de o

boald rard este extrem de sinuos
- diagnosticarea este dificild si
uneori dureazi si zeci de ani
pand la stabilirea diagnosticului
final, dupd care urmeazd trata-
mentul, care nu este intotdeau-

na adecvat. O problemd reald

este lipsa gnformagiilor din
domeniu, atat pentru
specialigti, cat si  pentru

pacienti”, adaugd Dorica Dan.
(EM.)

Page 51 of 105


http://www.monitorizare.mediafax.biz/Pages/Public/viewps.aspx?id=m+6Yyaoz9btkmvueND8rLA==

41. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Salajeanul

Local daily newspaper
29/02/2012
Bianca Baican

N/A
Positive/Focused on statistics
Yes

Title: Rare, but strong together!

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected the Prader Willi NGO and the
NoRo Centre.

ORIGINAL CLIPPING
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42. Medium: Magazin Salajan

Type of media: Local newspaper

Date: 29/02/2012

Author: Adela Farkas

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: The Rare Diseases Day will be celebrated today in
Zalau

Summary: The article focuses on the Prader Willi NGO, the
actions in Zalau and the NoRo Centre.

ORIGINAL CLIPPING
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43. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Timis Expres

Local daily newspaper
29/02/2012
N/A

N/A
Neutral/Focused on statistics
Yes

Title: Over one million Romanians are suffering from a
rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

Peste un milion de romani sunt
afectati de boli rare, 75 la suta dintre
acestia sunt copii, majoritatea cazuri-
lor au cauza genetica si se manifesta
timpuriu, ele aparand la 3-4% dintre
nasteri, potrivit unei situatii prezen-
tate cu ocazia Zilei Internationale a
Bolilor Rare.

Conform datelor Aliantei Nationale
pentru Boli Rare Romania, peste un
milion de romani suferd de o boala
rard, iar noud din zece pacienti nu
beneficiaza de un tratament adecvat
pe fondul lipsei diagnosticului sau
diagnosticarii tardive. Datele sunt
prezentate cu ocazia Zilei Internatio-
nale a Bolilor Rare 2012, marcata pe
29 februarie, asociatiile de pacienti
din intreaga lume dorind sa atraga
atentia asupra necesitatii facilitarii
accesului la diagnostic corect si
tratamente adecvate. Bolile rare au
cauza geneticd (80%), dar pot fi
si dobandite. Acestea pot fi boli
autoimune, metabolice, malformatji
congenitale, boli toxice si infectioase,
boli pulmonare, leucemii sau alte
cancere rare.
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44. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:

Telegraful de Prahova

Local daily newspaper

29/02/2012
N/A

N/A

Neutral/Focused on statistics

Photos: No

Title: Over one million Romanians are suffering from a
rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

CAZURI | 30 de ani de asteptare pentru un diagnostic corect
Bolile rare afecteaza unul din zece romani

= Aproximativ unul din zece roméni este afectat de boli rare, iar aproximativ
755 dintre acesti pacienti sunt copii, aratd datele Aliantei Nationale pentru Boli

Rare Romdnia.

Peste un milion de romani sunt afec-
tati de boli rare, iar 75% dintre acestia
sunt copii. Majoritatea cazurilor se ma-
nifesta timpuriu, avand cauza genetica,
mai arata situatia prezentatd cu ocazia
Zilei Internationale a Bolilor Rare, marcata
pe 29 februarie, potrivit realitatea.net.

Conform datelor Aliantei Nationale
pentru Boli Rare Romania, iar noua din
zece pacienti care suferad de boli rare nu
beneficiazad de un tratament adecvat pe
fondul lipsei diagnosticului sau din
cauza diagnosticarii tardive.

Conform datelor medicilor, in fiecare
zi, cel putin un roman suspect de o
boalad rard se interneaza in spital. Toto-
data, se pare ca asemenea afectiuni a-
par la 3-4% dintre nasteri, potrivit statis-
ticilor Comisiel Europene.

Bolile rare au cauza genetica in 80%

din cazuri, dar unele dintre ele pot fi si
dobandite. Este vorba, de exemplu, des-
pre afectiuni din categoria bolilor autoi-
mune, bolilor metabolice, malformatiilor
congenitale, bolilor toxice si infectioase,
bolilor pulmonare, leucemiilor sau altor
cancere rare,

La nivel european, peste 30 de mi-
licane de oameni sufera de afectiuni rare,
ceea ce reprezintd peste 8% din popula-
tie, iar incidenta acestor boli este de
0,05% (5/10,000 europeni). Pana in pre-
zent au fost identificate intre 6.000 si
8.000 de tipuri de boli rare la nivel mondial.

Desi numarul celor care suferd de
boli rare este redus, rata de mortalitate
este insemnata, din cauza complicatiilor
care insotesc aceste afectiuni. Principa-
lele cauze de mortalitate sunt diagnosti-
carea tarzie si lipsa unui tratament a-

decvat, acestea fiind accentuate de ex-
pertiza insuficientd si deficitul de specia-
listi in geneticd medicala, dar si de cen-
tre specializate. Potrivit statisticilor EU-
RORDIS (o aliantd internationald a or-
ganizatiilor neguvernamentale de pa-
cienti care activeaza in domeniul bolilor
rare gi are ca scop imbunatatirea calitad-
tii vietii tuturor oamenilor din Europa
care suferd de boli rare) cu privire la
nevoile medicale si de informare din
aria bolilor rare, unu din patru pacienti
cu astfel de afectiuni a avut de asteptat
peste 30 de ani pentru a fi diagnosticat corect.
in Romania existd doar 75 de
specialisti in domeniul geneticii, iar 90%
dintre judetele tarii nu au niciunul. Atat
in tara noastrd, cat si in intreaga lume,
existd putine centre de expertizd sau
centre de cercetare ale bolilor rare.
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45. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Arad Expres

Local daily newspaper
29/02/2012
N/A

N/A
Neutral/Focused on statistics
Yes

Title: Over one million Romanians are suffering from a
rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

Peste un milion de romani sunt
afectati de boli rare, 75 la suta dintre
acestia sunt copii, majoritatea cazuri-
lor au cauza genetica si se manifesta
timpuriu, ele aparand la 3-4% dintre
nasteri, potrivit unei situatii prezen-
tate cu ocazia Zilei Internationale a
Bolilor Rare.

Conform datelor Aliantei Nationale
pentru Boli Rare Romania, peste un
milion de romani suferd de o boala
rard, iar noud din zece pacienti nu
beneficiaza de un tratament adecvat
pe fondul lipsei diagnosticului sau
diagnosticarii tardive. Datele sunt
prezentate cu ocazia Zilei Internatio-
nale a Bolilor Rare 2012, marcata pe
29 februarie, asociatiile de pacienti
din intreaga lume dorind sa atraga
atentia asupra necesitatii facilitarii
accesului la diagnostic corect si
tratamente adecvate. Bolile rare au
cauza geneticd (80%), dar pot fi
si dobandite. Acestea pot fi boli
autoimune, metabolice, malformatji
congenitale, boli toxice si infectioase,
boli pulmonare, leucemii sau alte
cancere rare.
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46. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Title:

Summary:

Mara

Local daily newspaper
01/03/2012
N/A

N/A
Positive/Focused on statistics
No

Over one million Romanians are suffering from a
rare disease

The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING
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47. Medium: Gazeta de Teleorman

Type of media: Local daily newspaper

Date: 01/03/2012

Author: CP

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: February 29™ — The International Day of Rare
Diseases

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

29 februarie - Ziua
Internationala a Bolilor Rare

Cu ocazia Zilei Internationale a Bolilor Rare
2012, marcatid pe 29 februarie, asociatii de
pacdienti din intreaga lume atrag atentia asupra
necesititii facilitirii accesului la diagnostic
corect i tratamente adecvate. Conform datelor
Aliantei Nationale pentru Boli Rare Rominia,
un milion de roméni sufera de o boala rara, iar
75% dintre acestia sunt copii. Potrivit aceloragi
date, 9 din 10 pacienti nu beneficiazi de un
tratament adecvat pe fondul lipsei diagnos-
ticului sau diagnosticarii tardive. In cadrul
campaniei de anul acesta, Alianta Bolilor Rare a
sustinut o serie de seminarii pentru informarea
specialistilor in domeniul sinititii cu privire la
aceste boli. Desi numarul celor care sufera de
boli rare este redus, rata de mortalitate este
insemnati, din cauza complicatiilor care in-

sotesc aceste afectiuni. Principalele cauze de
mortalitate sunt diagnosticarea tarzie gi lipsa
unui tratament adecvat, acestea fiind accen-
tuate de expertiza insuficienti si deficitul de
spedcialisti in genetici medicald dar si de cen-

tre specializate. La nivel mondial au fost iden-
tificate intre 6.000 si 8.000 de tipuri de boli
rare, In fiecare zi, cel putin un romdn suspect
de o boal rara se interneazi in spital, conform
datelor medicilor. Totodati, statisticile arati

ca 75% dintre pacientii cu boli rare sunt copii
- majoritatea acestor boli au cauza genetica gi
se manifestd timpuriu. Bolile rare apar la 3-4%
dintre nagteri, potrivit statisticilor Comisiei
Europene. (C.P.)
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48. Medium: Gazeta de sud

Type of media: Local daily newspaper

Date: 02/03/2012

Author: Marian Apipie

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: CAS Dolj is waiting money for rare diseases
Summary: The article focuses on the money allocated by the

state for rare diseases. In Dolj county, CJAS was
given money that covers for only two months. The
number of Romanians who are suffering from rare
diseases is also given and the National Alliance for
Rare diseases is mentioned.

ORIGINAL CLIPPING
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CAS Dolj asteapta banii
pentru bolile rare

asa [udeteand de Asi-

gurirl de Sindtate

(CAS) Dalj a primit
fonduri doar pentru primele
doed Juni din acest an, in con-
tul programulul national de
diagnostic si tratament pen-
tru boli rare, dar diferenta ur-
meazd s ajungi zilele viitoa-
re. In 2011, au beneficiat de
acest naional 26 de
doljeni, dintre care 19 suferd
de hemofilie §i sapte de tala-
sembe, JHn prevederea buge-
tard s-au alocat fonduri doar
pentru primele doud luni din
acest an, wrmsdnd ca diferenga
i fe primiti zilele acestea,
suma fiind de 121811 lei, din
care 102737 de lei pentru he-
il i 19074 de lei pentru
talasemie, Aceasta este com-
parabili {mai mare cu 1,22%)
cin media lunard alecath anul
trecut, cind suma contrage
tatd a fost de 722000 de lei,
din care 635.000 de lei pen-
tru hemofilie si 87.000 de lei
pentru talasemie”, au precizat
reprezentantii CAS Dolj, care
sustin ¢d Jn functie de indi-
catoril realizati efectiv pe par-
cursul derulirii contractului’,
vor face demersuri pentru su-
plimentarea fondurilor.

La nivelul Doljului, pen-
tru programul national de
diagnostic 5i tratament pen-
tri boli rare, Casa Judetea-
na de Asigurari de Shndtate
are incheiate doud contracte
prin care se asigurd finanta-
rea derulirii  programudui,

ou Spitalului Clinic Judegean
de Urgentd Crajova g cu
Spitalului Clinic Municipal
JFilantropia®, Totedatd, CAS
Daolj a incheiat pentru deru-
larea programelor nationake
de sinitate ¢ un numar de
161 de contracte cu farma-
ciile cu circuit deschis, anul
trecut beneficiind de trata-
mient in cazul bolilor rare 16
persoane: cinci copii §i un
adult - pentru mucovisci-
dozd, zece persoane pentru
SLA (sclerozd laterald amio-
trofich). JPentru programul
nafional de boli rare preve-
derea bugetard este alocati
tot pentru primele dowd luni,
pentru mucoviscidord gi SLA
surma fiind de 54189 de l&,
cu o medie lunard mai mare
cu 11,73% decit media luna-
e abocatd anul trecut, cind
swma contractati a fost de
290000 de e, au mai spus
reprezentantii CAS Dolj.
Pestrivit Alianted Nationa-
le pentru Boli Rare Romdnia,
unmilion de roméni su-
ferd de o boala rard, iar 75%
dintre acestia sunt copii - ma-
joritatea acestor boli au cauzd
geneticd gi se manifestd tim-
puriw. In fiecare zi, cel putin
un romin suspect de o boala
rard s interneazd in spital,
iar noud din zece pacienti cu
aceste afectiuni nu benefici-
azd de un tratament sdecvat,
pefondul lipsed diagnosticalui
san al diagnosticiri tardive.
« Marian Apipie
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49. Medium: Glasul Maramuresului

Type of media: Local daily newspaper

Date: 02/03/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Rare diseases also Kkill because of ignorance, state
the physicians

Summary: The article focuses on the march that took place at
Timisoara. An example of a rare disease and its
consequences is given. The National Alliance of
Rare diseases is mentioned.

ORIGINAL CLIPPING
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50. Medium: Timpolis

Type of media: Local daily newspaper

Date: 01/03/2012

Author: Diana Mihai

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Over one million Romanians are suffering from a

rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases, the “Rare, but strong together campaign’.

Peste un milion
de romani sufera
din cauza afectiunilor rare

Peste un milion de roméni sufera "~

din cauza afectiunilor rare, iar ——
noua din zece pacienti nu ! -
beneficiaza de tratament adecvat, -~

pe fondul diagnosticarii tardive,
avertizeaza Alianta Nationala
pentru Boli Rare Romania.

W

diana.mihai@timpolis.ro
Majoritatea
bolilor rare
au cauza genetica

Ziua Internationali a Bolilor Rare d‘.). i ﬁ -

este marcati la nivel mondial in ultima  [n 80% dintre cazuri, bolile rare au cauza genetici
zi a lunii februarie, pentru al cincilea an

consecutiv, in 2012. Prin acest eveni-  pentru Boli Rare, in Roménia, pesteun  rare, ceea ce reprezinti peste 8% din
ment se doregte tragerea unui nousem-  milion de oameni sufera din cauza a-  populatie, iar incidenta acestor boli este

mal da alasmed meae annaiaks o saniaes e
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51. Medium: Glasul Maramuresului

Type of media: Local daily newspaper

Date: 01/03/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: Over one million Romanians are suffering from
rare affections

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

' este un milion de romani sufera din cauza afectiunilor rare

[l Peste 1.000.000 de
romani sufera de o boala
rarq, iar 75% dintre acestia
sunt copii, se arata intr-un
comunicat de presa al
Aliantei Nationale pentru
Boli Rare Romania.

Nouﬁ din zece pacienti cu

aceste afectiuni nu bene-

ficiaza de un tratament adecvat,
pe fondul lipsei diagnosticului

»Numdirul pacienfilor cu boli rare este mic, de aceea este foarte

‘ ‘ usor ca ei sd fie ignorati in stabilirea prioritdtilor in sistemul de
sdndtate si sunt foarte putine companii care investesc in cerc-

efarea pentru dezvoltarea de medicomente eficiente pentru ei. Pacientul afectat
de 0 boald rard este extrem de sinuos - diagnosticarea este dificild si uneori
dureazd si zeci de ani pand la stabilirea diagnosticului final, dupd care vrmeazi
fratomentul, care nu este intotdeauna adecvat. 0 problemd reald este lipsa
informafiilor din domeniv, atdt pentru specialisti, cdt si pentru pacienti”,

a declarat Dorica Dan, presedinta Aliantei Nationale pentru Boli Rare.

sau diagnosticarii tardive, sustin
reprezentantii aliantei.

n fiecare zi, cel putin un roman
suspect de o boala rara se in-
terneaza in spital, arata datele
medicilor. Totodata, statisticile

arata ca 75% dintre pacientii cu
boli rare sunt copii - majoritatea
acestor boli au cauza genetica
si se manifesta timpuriv. Bolile
rare apar la 3-4% dintre nasteri,
potrivit statisticilor Comisiei Eu-

ropene. Campania a fost de-
marata la inceputul lui februarie,
cu ocazia Zilei Mondiale de Lupta
impotriva Cancerului, pentru ca
o parte din cancere sunt afec-
fiuni cu incidenta redusa.
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52. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Evenimentul regional al Moldovei

Local daily newspaper
01/03/2012
N/A

N/A
Positive/Focused on statistics
Yes

Title: Over one million Romanians are suffering from a
rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected; the lack of specialists in Romania
and the National Alliance for Rare Diseases.

ORIGINAL CLIPPING

Click pentru zoom!
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53. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Jurnalul Bihorean

Local daily newspaper
01/03/2012
O.S.

N/A
Neutral/Focused on statistics
No

Title: Reare diseases, still investigated

Summary: The article focuses on statistics regarding rear
diseases.

ORIGINAL CLIPPING

DSP, preocupat de Ziua Bolilor Rare

ORADEA. Joi, 29 februarie,
este consideratd Ziua Boli-
lor Rare de catre expertii din
medicind. Cu aceastd ocazie,
inspectorii Directiei de Sana-
tate PublicA Bihor transmit
informatii despre importanta
diagnosticarii precoce a orica-
rei boli rare, Numérul bolilor
rare descoperite in lume sunt
intre 6.000 si 8.000 de afec-
tiuni si acestea, spun inspec-
torii sanitari, afecteazi mai

putin de 1 din 2 000 de indi-
vizi. Majoritatea bolilor rare
sunt determinate de factori
genetici, dar pot apdrea si ca
urmare a expunerii la un anu-
mit mediu in timpul sarcinii
sau mai tarziu pe parcursul
vietii, combinate adesea cu
susceptibilitatea genetica.
Unele boli rare deriva din
complicatii rare la unele afec-
fiuni comune. In general,
simptomele bolilor rare pot

fi depistate la nastere sau in
timpul copilariei, dar majori-
tatea bolilor rare se manifest
in peste 50% din cazuri la ma-
turitate si adeseori periclitea-
za viata pacientului sau ii pro-
voaca invaliditate cronica.

Medicamente orfane

Tratament eficient pentru
bolile rare nu exista, dar dia-
gnosticarea cat mai timpurie
a lor inseamnd luarea unor

masuri de ingrijire speciale,
care pot oferi pacientului o
viatd mai usoard, a transmis
seful DSP Bihor, dr. Marius
Pircivagd, care informeaza
i in Uniunea Europeanad ex-
pertii din sanatate publica
se zbat pentru proiecte de
cercetare ce Urmaresc pro-
movarea dezvoltarii medica-
mentelor ,,orfane”, destinate
pacientilor care sufera de boli
rare, JB-0.5.

Bolilerare, inca
cercetate

ORADEA. 29 februarie a fost Ziua
Bolilor Rare, ocazie cu care in-
spectorii sanitari au transmis
un minim de informatii citre
bihoreni. In lume se cunosc in-
tre 6.000 - 8.000 de boli rare.
Multe dintre ele deriva din
complicatii rare Ia boli comune.
Tratament eficient nu este, dar
diagnosticarea din timp poate
duce, prin aplicarea unor ingri-
jiri speciale, la o0 viata mai buna
pentru pacientii cu boli rare.
Expertii medicali din UE inca
cerceteaza aceste boli rare. /P2
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54. Medium:

Type of media:
Date:
Author:

Unique viewers:

Comments / Tonality:

Monitorul de Vrancea

Local daily newspaper
01/03/2012
Laura Breana

N/A
Positive/Focused on the impact of rare diseases

Photos: Yes

Title: Rare diseases that destroy destinies

Summary: The article focuses on explaining the consequences
of the rare diseases. A few doctors are quoted.

ORIGINAL CLIPPING

Boli rare care distrug destine

Boala Vaquez, maladia Charcot-Marie-Tooth, neurofibromatoza Recklinghausen, scleroza tuberoasi Bourneville,
distrofia musculard Duchenne, miastenia, angiosarcomatoza Kaposi si miotonia congenitala Thompson sunt doar
citeva dintre bolile asa numite rare, care au transformat existentele unor vrianceni in lupte crincene pentru viata.
in evidentele Directiei pentru Protectia Persoanelor cu Handicap Vrancea sunt inregistrate 30 de persoane din
judetul nostru ale ciiror destine s-au schimbat drastic dupi ce trupurile le-au fost atinse de maladii rare. ,,Sunt boli
foarte severe, invalidante si evolutive. Tratamentele sunt doar pentru ameliorarea simptomelor ce au un mare
impact asupra vietii socioprofesionale a bolnavilor si a familiilor lor. In tarile civilizate existi asociatii care se ocupi
de nevoile acestor oameni, precum i programe nationale. La noi, din picate, nu existi asa ceva®, a declarat medicul
George Marinescu, medic in cadrul Serviciului de Evaluare Complexi a Persoanelor Adulte cu Handicap.

Laura BREANA
laura_breanaf@yahoo.com

Alergim zi de zi ca
s3 ne asigurim noud si alor
nostri bundstarca. Ne certim
fird sens, ne invidiem, ne
gelozim, ciutim paiul din
ochiul altora si murim de
ciudi pe capra vecinului...
Fragii ajung si se judece intre
ei pentru o palmid de
pamant... Multi isi doresc
averi, functii, alfii fac com-
promisuri jenante pentru ocu-
parea unui loc ¢it mai sus in
ierarhia sociald... Vrem par-
fumuri, si haine, $i magini
scumpe, si vacanie, §i bani in
banci gi... $i atunci cind pare

Dupi diagnosticare
a pierdut tot ce avea

Povestile oamenilor
aflagi in evidentele DPPAH
Vrancea, diagnosticati cu boli
rare, ar putea punc pe ganduri,
cu privire la prioritatile in
viald, pe oricine. Dacd unii au
mostenit boala genetic, altii
au fost loviii brutal si pe
neasteptate $i au evoluat din
rau inspre mai rau. Totusi, au
incercat sa lupte din risputeri.
Si & spere...

Foarte greu i-a venit
insdt sf lupte cu scleroza late-
rald amiotroficd unui tandr de
doar 35 de ani. Pand a fost
diagnosticat, omul gi-a creio-
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55. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality

Photos:
Title:

Summary:

Timis Expres

Local daily newspaper

01/03/2012
Laura Breana

N/A

Positive/Focused on the march that took place in

Timisoara
Yes

The march of rare diseases, Timisoara

The article focuses on the march that took place in
Timisoara on the International Day of Rare

Diseases.

ORIGINAL CLIPPING

Click pentru zoom!

TIMISOARA. Peste 200 de
medici, studenti la medicind
si copii cu boli rare, insotiti de
parinti, cu totii au participat
ieri la Marsul Bolilor Rare.
Actiunea a avut loc pentru

a patra oard in Timisoara cu
ocazia Zilei Bolilor Rare, mar-
catd in data de 29 februarie.

In Rominia sunt peste un
milion de oameni care sufe-
ri din cauza unor afectiuni
rare. 75% dintre cei bolnavi
sunt copii. Andreea Craia,
in virsth de 14 ani, din
Lugoj, este unul dintre acei
tinen diagnosticati cu o boala
rard. Andreea s-a ndscut cu
fenilcetonurie, o boald care
poate duce la retard psihic.
Diagnosticul i-a fost pus insa
abia la un an, ,Am sim{it ceva
regresii In evolutia of de mici.
Nu am gtiut ce are, Am fost la
multe spitale i intdmplarea
a fost ¢ am ajuns la Cluj si
cineva i-a pus diagnosticul,
care s-a confirmat prin ana-
lize. Diagnosticul a fost pus

foarte tirziu, dar sansa ei a
fost ¢i a urmat regimul ali-
mentar”, povesteste Hie Craia,
tatal fetifei. An trebuie
s fie foarte atentd la tot ceea
ce mindnci, far cantitatea
de proteine tebuie redusd
din alimentatie. In conditiile
in care se uc proteinele,
aceasta are nevole de un
supliment alimentar pe care

.'\ﬂ : ol RT-F ]

de aproximativ doi ani il pri-
megte de la Spitalul de Copii
Louis Turcanu. De cind a fost
diagnosticatd cu aceastd boald
insa sprijinul pe care l-a pri-
mit din partea statului a fost
aproape nesemnificativ, pen-
tru i alimentele si suplimen-
ful nutritiv sunt mereu insufi-
ciente §i scumpe. Tatdl spune
it salvarea fetei a venit de la

rsul bolilor rare, la Timisoara

un spital din Germania. . Dacd
nu respect un anumit regim
alimentar tremur, Nu am voie
cam nimic si médnane. Euo
momentan toate le primesc
din Germania. Mandnc bis-
cuili, paine, dar nu normald,
imi face mama. Ii?alu pe care

tremur $i nu mai gtiu de mine,
La inceput mi-a fost greu
54 respect regimul alimentar,
acum nu e asa de greu’, ne-a
spus Andreea.  Acum aceasta
spune cit duce o via aproape
normald si are un vis, vrea si
devind educatoare. Andreea

unul dintre

mﬁﬁjmarsul bolilor rare, la Timisoara melﬁ FArA GRS A

Daci nu mananc ce trebuie,
ey '

participat la Marsul Bolilor
Rare de la Timisoara. Margul
a pornit de la Universitatea de
Medicing si Farmacie Victor
Babes” din Timigoara, a trecut
prin centrul Timisoarei, iar
mai apoi s-a indreptat citre
Primdiria Timisoara. “Este un
mesaj pentru pacientii cu boli
rare ¢ noi suntem alitur de
comunitatea pacientilor cu
boli rare, un mesaj ca suntem
impreund si vom face tot ceea
ce (ine de noi ca dascili §i ca
viitori medici sé ingrijim aces-
e boli rare”, ne-a spus prof.
dr. Maria Puiu, vicepresedinta
Aliantei Naionale pentru Boli
Rare.

M5,
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56. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Observator de Covasna

Local daily newspaper
01/03/2012
N/A

N/A
Neutral/Focused on the march from Timisoara
No

Title: Over one million Romanians suffer from rare
diseases

Summary: The article focuses on the march that took place in
Timisoara with the occasion of the International
Day of Rare Diseases. It also gives information on
statistics regarding rear diseases.

ORIGINAL CLIPPING

Peste un milion de
romani sufera de
afectiuni rare

Aproximativ 300 de per-
S04ne, majoraica siu-
n;h_-nl_i. FT] participar,
miercuri dupd-amiaza, la
Timisoara, la un mars care
a avut scopul de a constis
entiza populatia asupra bo-
lilar rare care alecteasd
peste un milion de pers
=pane in Bomania,

Participantii la marsul
de la Timlsoara auw purtat
pancarte i triCoanr
inscriptionate ¢u  diverse
mesaje sau nume de boli
rare i au pornit din fata
Universitatii de Medicing,
e traseunl Opera Romdnd -
Catcdrala Mitropolitana -
Frimirie.

JAam strabdtur  dromal
de la Universitatea de Med-
icind si Farmacie pand la
Primaric pentru a trans
mite un mesaj de solidar-
Late Cu [lﬂ,'rm:mm']l' alectate
de bolile rare, oo familiile
lor, 84 ardtim ch pregatim
viltord medici care  vor
puica gestiona cat se poate
de bine aceste boli rare. Mol
am invitat si parintii unor

copii bolnavi, jar unii aw
tinut =& vind chiar si de la
Lugerj, ca sa lie aldturi de
noi®, a declarat Maria Puiu,
vicepresedintele  Allangei
Nationale a Bolilor Rare din
Romania

in fiecare zi cel putin un
roman se interneazh in
spital

Patrivit datelor Aliangei
Nationale pentru Boli Rare,
in Rominia, peste un mil-
ion de oamend suferd din
cauza afectiundlor rare, jar
3% dintre acestia sunt
copii. Nowd din zece pa-
clenil nu beneficiazd de
tratament adecvat pe lon-
dul lipsei diagnosticului
<au al diagnosticirii tar-
dive 51 al lipsei de infore
mare in domeniv, In fecare
£, ool putin un RN SLS-
pect de o boald rard e ine
ternieazd in spital, conform
datelor medicilor, La nivel
mondial, au fost {dentifi-
cate intre 60040 =i 5000 de
tipuri de boli rane,
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57. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:

Renasterea Banateana

Local daily newspaper
01/03/2012
Marius Horescu

N/A
Positive/Focused on the march from Timisoara

Photos: Yes

Title: Solidarity march for the people suffering from rare
diseases

Summary: The article focuses on the march that took place in
Timisoara with the occasion of the International
Day of Rare Diseases. It also gives information on
statistics regarding rear diseases.

ORIGINAL CLIPPING

Mars de solidaritate

Sunt cronice, progresive, de-
generative si, deseori, chiar fatale,
Se numesc boli rare, cu toate ci
numdrul celor suferinzi de aceste
maladii este departe de a fi unul
nesemnificativ. Paradoxul afectiu-
nilor aparte constd tocmai in faptul
ci diversitatea si multitudinea lor
face ca expertiza si experienta
profesionistilor din domeniu sa fie,
si ea, rard. Situatie cu atit mai
ingrijoritoare, cu cit trei sferturi din
cele aproximativ 8.000 de boli rare
cunoscute in prezent afecteazi copiii.
Oincercare de sensibilizare, adevirat
semnal de alarma tras in legitura
cu aceste maladii, are loc in fiecare
zi de 29 februarie, decretata Zi Inter-
nationald a Bolilor Rare. Timisoara
nu a facut nici ea rabat, astfel ci,

cu suferinzii de boli rare

ars de solidaritate cu suferinzii de boli rare

r.
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58. Medium: Informatia Zilei de Satu Mare

Type of media: Local daily newspaper

Date: 01/03/2012

Author: Irina Maier

Unique viewers: N/A

Comments / Tonality: Positive/Focused on the march from Carei

Photos: Yes

Title: Over 300 persons from Carei attended the march dedicated to the

International Rare Diseases Day

Summary: The article focuses on the march that took place in
Carei with the occasion of the International Day of
Rare Diseases.

ORIGINAL CLIPPING

Socral

300 de careieni _
au participat=—
la marsul dedicat
Zilei Bolilor Rare

Organizatorii actiunii

au fost Directia de Culturd
si Asociatia Werdnig Hoffman

pag. 6
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300 de careieni au participat
la un mars dedicat Zilei Bolilor Rare

Organizatorii actiunii au fost Directia de Culturd si Asociatia Werdnig Hoffman
B R “ZIUAINTERNATIONALA
3 AR ! MWL A BOLILOR RARE

%

[
Pe tot parcursul deplasirii au fost distribuite pliante gi au fost impdrtite baloane copiilor §i trecitorilor

Page 72 of 105



59. Medium:

Ziarulfaclia.ro

Type of media: Website of a daily newspaper

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: Over one million Romanians are suffering from a
rare disease and 75% of them are children, shows
a press release from the National Alliance of Rare
Diseases.

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

faclia

China Celule Stem Stiri C=ls mai Recents Stir cu Experizsntelz P

Secretele Cancerului : Afls o=le 3 csuze primordisle sle Canosru

Tratament Naturist IABET Scaps De Insuling, Invings Disostul T
7 r >
ziar independent dg Gluj 2
HOME CULTURA ECOMOMIE EDITORIAL EWVENIMENT INTERMATIOMNA
MICA PUBLICITATE OPINII POLITICA RELIGIE REPORTAJ SOCIAL

Contact Fedactia

Peste un milion de roméni sufera din cauza afectiunilor rare

Feste 1.000.000 de romani sufed de o boald rard, iar 75% dintre acestia sint copii, se aratd intr-un

comunicat de presi al Alizntsi Naticnale pentru Beli Rare Romania.

dizgnosticali corect.
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60. Medium: Evenimentul.ro

Type of media: Website of a daily newspaper
Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: Over one million Romanians are suffering from a
rare disease

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

ZLJveni

B " “REGIONAL AL MOLDOVET
e:lma onfine de joi, 01 martie 2012

lagi, Baciu, Bologani, Neam{, Vaslui, Suceava)

EDITORIAL | MOLDOVA | POLITICA | ECONMOMIE | CULTURA

imentul

SPORT | INVATAMANT | MEDICALE | NIMI

IN PLUS | TURISM | RUBRICI

Toats anunturilz
platitz pentru
Int=rnzt [703]
VAMZARI [274)
CUMPARERI (5]
CIVERSE (1)
SCHIMBURI (3}
SERVICII (92)
LCCURI DE MUNCA
(137)
MATRIMCMIALE [65)
DECESE [B)
COMNDLEANTE (18)
MEDITATI (2}
Inchirieri imobile
157
Inchirieri spatii (44}
Anunturi cu
CARTELE
PREPLATITE
POSTATI AICI...|

€ vz [ Be the fist of your Trimnds to Bke Bi=

28-02-2012

Peste un milion de romdani sufera de o
boala rara

Peste un milion de roméni suferd de o boald rard, isr T5% dintre
aocestia sunt copil, 52 arat3 intr-un comunicst de pres3 sl Alisnisi
Nationsle pentru Boli Rars Romanis.

Mous din zece pacienti cu aceste afecfiuni nu beneficiazd de un
tratament adecwat, pe fondul lipssi disgnosticului sau disgnosticari
tardive, sustin reprezentanti slianizi. Tn fizcare 2 o2l pusin un
roman suspect de o bosld rard 5= interneszd in spital, sratd datels
medicilor. Totodats, statisticile arat3 o3 75% dintre pacientii cu boli
rars sunt copil - majoritst=s scestor boll su csuzd genstics =i ss
manifests timpuriu. Bolile rare apar I3 3-4% dintre nasteri, potrivit

Anunturi cu
CARD

BANCAR
POSTATI AICI...

ZIARE 31

DEVICTE

statisticilor Comisiei Europens.

Tn soest an, GlaxoSmithiline (EEW Romanis susfine campania
Rari, dar solidar’, derulats dz Aliants Mationsl3 pentru Boli Rare
Roménia, pentru informares cu privirs ls impactul devastator al
afecqiunilor rare ssuprs visli pacisntilor. Campanis 3 fost demarsts

| [ Cautare ]

-WIDED ZOCIPP; Opt deputeti care au votet la

dous maini au fost senctionati de Camera
Deputatilor
- Premierul Olandei, Mark Rutte: Romania si
Bulgaria nu au realizet suficiente progrese
pentru @ adera la spatiul Schengen

- Ministrul Agriculturii; Pretul la ous scade in

saptamanile urmeatoare, gaina & organism viu
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61. Medium:

Ne-cenzurat.ro

Type of media: News Website

Date: 29/02/2012

Author: Lia Tatar

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: Yes

Title: February 29" — The International Day of Rare
Diseases

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

Pagina principala Arhiva Pagina ucraineana

Galerii foto Contact Publicitate

& {FOLITICHIA DE
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62. Medium:

Type of media:
Date:
Author:

Unique viewers:

Comments / Tonality:

GDS.ro

Website of a daily newspaper
28/02/2012
N/A

N/A
Neutral/Focused on statistics

Photos: No

Title: The International day of Rare Diseases is
celebrated tomorrow

Summary: The article focuses on statistics regarding rear
diseases: the number of patients, the number of
children affected, and the National Alliance for Rare
Diseases.

ORIGINAL CLIPPING

E-mazil newsletter:

In fizcars

Trimite o stire:

SR m

Articole:
Editia curents
Prima Pagina
Ultima ora
Eveniment
BActualitate
Comunitate
Societate
Economie

Politica si
comunitate

Util =i placut
Life & Style

Olt si Valcea
Gorj si Mehedinti
Sport

Publicitats:
Cazare Ranca

Primaria
Wiminimiolog

GAZETA de SUD

Cotidianul oltenilor de pretutindeni

R55 - Publicitate - Arhiva

Maiine este sarbatorita Zina

Internationala a Bolilor ersiunea penru tiparire
Rﬂre BT "JITI —F II.] |T3.I
Ultima ora

T Marimea textului: = *

Intreaga lume va marca maine, 29
februarie, Ziua Internationala a
Bolilor Rare. cu aceazta ccazie
aseciatiile de pacienti atragand
atentia asupra necesitatii facilitarii
accesului la diagnostic corect i
tratamente adecvate. Potrivit
statisticilor, peste un milien de
romani sunt afectati de beoli rare, iar
peste go% din pacienti nu beneficiaza
de tratament adecvat din cauza
lipzei de informare in domeniu i a
dificultatii de diagnosticare. Astfel,
in fiecare zi, cel putin un roman
suspect de o boala rara se interneaza
in spital. Totodata, statisticile arata vnnlc“llui
ca 75% dintre pacientii cu boli rare L

15 aniin Romania 26 de and Ir-l.lmm

YEvelop

Saftware Products for Finance

Sarbatoreste
luna iubirii la
ElectroputereParc

sunt copii, iar cele mai multe dintre
aceste boli au cauzd genetica i se
manifesta timpuriu.

Alianta Nationala pentru Boli Rare
Bomania a derulat campania “Rari,
dar =olidari”, pentru informarea cu
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63. Medium:

Type of media:
Date:
Author:

Unique viewers:

Comments / Tonality:

Photos:

Title:

Summary:

buletindecarei.ro

Website of a daily newspaper

22/02/2012

N/A

Yes

The march of Solidarity on the occasion of Rare

Disease Day

The article focuses on the march that took place in
Carei on the International Day of Rare Diseases.

Positive/ Focused on statistics

ORIGINAL CLIPPING

ww.buletindecarei ro/2012/0

fmarsul-solidaritatii-cu-ocazia-zilei-internationale-a-bolilor-rare. html

B o | [~ google o]

= pubTc

1 n B

e I
¢35 — Rare, dar Egalé |

n = (2L = =
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MARSUL BOLILOR RARE
Carel, pe traseul Parcul Kossuth - Fantina Arteziand din Centru
29 Februarie 2012, ora 12.30 1
G s 12y~ s =2 1 N 0 o
N : e .
L R T e | |

Asociatia Werdnig Hoffman Carei i Directia de Cultura Carel, cu sprijinul Institutiilor de invatimant ain
municipiu i al Politiei Municipiului Carei, organizeaza un mars cu ocazia Zilei Internationale a Bolilor Rare,
miercuri 29 februarie 2012, de la ora 12.30. Traseul marsului va fi Parcul Kossuth — Fantana arteziana din
centrul municipiului Carei

Margul se afid la cea de adoua editie fn municipiul Carei.

nentri Anli Rars (AMARaRn\Arnanizaazd Camnania da infarmars nrilsinith_da ralshrarsa

Alianta Natinn:

. Magina care consuma mai pufin de un .
ltru de combustibi, in curdnd pe piata

« Méncarea care a isterizat America!

- Nu Ponta si Antonescu sunt imbecili lui
Bisescu ‘

Urmariti Bulstin de Carei pe Twitter
11 1a v it com bulstindscarei

FILMUL SAPTAMANI

PUBLICITATE

Decor Special

(e

NoRe Sala Mese

p-content/plugi clic P _click.phptid=26

Internet access
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64. Medium: Informatia-zilei.ro

Type of media: Website of a daily newspaper

Date: 29/02/2012

Author: Mihaela Ghita

Unique viewers: N/A

Comments / Tonality: Positive/Focused on action taken on Rare Diseases
Day

Photos: Yes

Title: Over 300 people from Carei have participated at

a march dedicated to the Rare Diseases Day

Summary: The article focuses on the march that took place in
Carei on the International Day of Rare Diseases, as
a part of the campaign “Rare, but strong together”.

ORIGINAL CLIPPING
| Contactzazi-ne | Arhiva veche |

ormatia Zilei

EINTORIAL | EVENIMENT | ACTUALITATEA | LOCALE | ROLITIC | | ECONOMIC I SATUMARE
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Peste 300 de persoane din Carei
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adoua editis evenimentul reunsste
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65. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Ziare.com

News website
29/02/2012
Source: Magazin Salajean

2.361.588/Month
Neutral/Focused on activities in Zalau
Yes

Title: The Rare Diseases Day will be celebrated today,
in Zalau

Summary: The article focuses on the activities that will take
place in Zalau in order to let people know more
about rare diseases. Prater Willi NGO and the
National Alliance of Rare Diseases are mentioned.

ORIGINAL CLIPPING

Zalau.Ziare.com

Schimba orasul =

Actualitate Business

Zalau = stiri Actualitate

Ziua Bolilor Rare va fi marcata astazi, la Zalau

Sport | Life Show Ziare.com ...

Magazin Salajean

stirea

[
o
W
I
[yl
=]

N B
Salajenii sunt provocati sa se alature celor care,
astazi, marcheaza Ziua Internationala a Bolilor
Rare. Potrivit informatiilor furnizate de
presedintele Asociatiei Prader Willi Romania,
Dorica Dan, cu prilejul celei de-a cincea
manifestari a acestui eveniment se organizeaza
activitati de sensibilizare cu privire la bolile rare,
de catre specialistii implicati in diagnosticarea si
managementul acestor boli.

Ziua Bolilor Rare a fost lansata si este coordonata
de catre Organizatia Europeana ...citeste toata

Cumpara publicitate pe Ziare.com!

Gaseste comuna TAl

ComunaTa.Ziare.com

Citeste mai multe despre » Ziua Bolilor Rare Zalau > manifestari Ziua Balilor Rare

» Citeste stirile pe mobil: m.ziare.com

Miercuri, 29 Februarie 2012, ora 01:16

Gaseste Comuna Ta si spune totul despre ea

‘Cum se numeste Comuna Ta? a,
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66. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:

Photos:

bzi.ro

News Website
23/02/2012

N/O
Positive/Focused on action taken on Rare Diseases
Day
Yes

Title: 1.3 millions Romanians are diagnosed with a

rare disease

Summary: The news focuses on statistics regarding rare
diseases, the number of people who are affected, and
the number of children who are affected. The “Rare,

but strong together” campaign is mentioned.

ORIGINAL CLIPPING
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bziro/1-3
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In Europa, 8% din populatie sufera de o boala rara. In Romania, 1,3 milioane de persoane sufera de
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Ziua Internationala a Bolilor Rare este un eveniment anual organizat in ultima zi a lunii februarie

e Eveniment Ministerul Sanatatii (Comisia de Boli Rare), Universitatea de Medicina si Farmacie Carol Davila si 2012-03-2217:31:38
ot Institutul National de Cercetare-Dezvoltare in domeniul Patologiei si Stiintelor medicale Victor Babes au _ Copul e cite - VIDEQ {380}

BM organizat cu aceasta ocazie conferinta "Bolile Rare in Clinica si in Laborator”. Bolile rare sunt boli b

a Expres cronice, progresive, cauzatoare de mortalitate. 80% din bolile rare sunt genetice (leucemii si cancere Jn 2012-03-22 17:30:18

e Economic Local rare, boli autoimune, boli metabolice, malformatii congenitale, boli toxice si infectioase). Anumite boli Aices Catel £a;compori2ica 2]
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67. Medium: Presaonline.com

Type of media: News website

Date: 28/02/2012

Author: Source: Ziua de Constanta

Unique viewers: N/A

Comments / Tonality: Neutral/Focus on statistics

Photos: No

Title: Romania on the International Day of Rare

Diseases 2012: over 1 million Romanians suffer
from rare diseases

Summary: The article starts with statistics, and only one
paragraph appears on the page.

ORIGINAL CLIPPING

ﬁfi CITESTE AFLA. Fil ALTFEL Ziare, Revista presei, Stiri de ultima ora, Stiri Locale.

"lI"E & RSS %P Newsletter 1. Concurs foto  Director media
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SOCIAL

SOCANT
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Romania de Ziua Internationala a Bolilor Rare 2012: peste 1 milion | +1

POLITICA . g
de romani sufera din cauza ...

EXTERN FRomania de Ziuva Internationala a Bolilor Rare 2012: peste 1 milion de romani sufera din cauza

IT & COMUNICATIH afectiunilor rare, iar % din 10 pacient nu beneficiaza de tratament adecvat - Potrivit datelor

SANATATE Aliantei Mationale pentru Boli Rare Romania, un milion de romani sufera de o boala rara, iar 75%
dintre acestia sunt copii; + 9 din 10 pacienti nu beneficiaza de un tratament adecvat pe fondul

sl lipsei diagnosticului sau diagnosticarii tardive; + La nivel mondial au fost identificate intr...

AUTO MOTO
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68. Medium: Kiss FM Brasov

Type of media: Local Radio

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/ Focused on statistics

Photos: Yes

Title: The day of rare diseases, marked today at
international level

Summary: The news focuses on statistics regarding rare
diseases.

ORIGINAL CLIPPING

Kiss FM Brasov

T Q |

Kiss Fm pe Facebook

Daigatiamea de sial pe Kiss Fm!
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http://kissfm.ro/blogs/brasov/2012/02/29/astazi-este-si-ziua-internationala-a-bolilor-rare/

69. Medium: Stiriprahova.ro

Type of media: News website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/ Focused on statistics

Photos: Yes

Title: The day of rare diseases, marked today at

international level

Summary: The news focuses on statistics regarding rare
diseases, the number of people who are affected, and
the number of children who are affected. The “Rare,
but strong together campaign” is mentioned.

ORIGINAL CLIPPING

28.02.2012
Maine, 29 februarie, Ziua Internationala a Bolilor Rare

intreaga lume va marca maine, 29 februarie, Ziua Intemnationald a Bolilor Rare. cu
aceastd ocazie asociatile de pacienti atrdgand atentia asupra necesitati facilitarii
accesului la diagnostic corect si tratamente adecvate. Potrivit statisticilor, peste un
milion de romani sunt afectati de holi rare, iar peste 90% din pacienti nu beneficiaza
de tratament adecvat din cauza lipsei de informare in domeniu si a dificultdti de
diagnosticare. Astfel, in fiecare zi, cel putin un roman suspect de o boald rard se
interneaza in spital. Totodatd, statisticile aratd cad 75% dintre pacienti cu boli rare
sunt copii, iar cele mai multe dintre aceste boli au cauzd geneticd si se manifesta
timpuriu.

Alianta Mationald pentru Boli Rare Fomania a derulat campania “Rari, dar soclidar’,
pentru informarea cu privire la impactul devastator al  afectiunilor rare asupra  wvietii
pacientilor. Campania a demarat la inceputul lui februarie, cu ocazia Zilei Mondiale de
Luptd Impotriva Cancerului (pentru ca o parte dintre cancere sunt afectiuni cu incidenta
redusa) si se va incheia méine. de Ziua Internationald a Bolilor Rare. in cadrul
campaniei de anul acesta, Alianta Bolilor Rare a sustinut o serie de seminari pentru
informarea specialistilor in domeniul sanatati cu privire la aceste boli. Prin aceste
actiuni, Alianta se implicAd activ in cercetarea domeniului, contribuind la implementarea
Planului Mational de Baoli Rare, conform recomandarilor Uniunii Europene.

Comentarii

Mu este nici un comentariu pentru acest articol. Fii primul care scrie un comentariu la acest
articol folosind formularul de mai jos.

Comentarinl tan

Nume |
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70. Medium: Vremeanoua.ro

Type of media: News website
Date: 29/02/2012
Author: Source: Agerpres

Unique viewers: N/A
Comments / Tonality: Positive/ Focused on statistics
Photos: No

Title: The National Alliance for Rare Diseases: Over a
million Romanians suffer from rare affections

Summary: Over I million Romanians suffer from a rare disease
and 75% of them are children, sais a press release
from the National Alliance of Rare Diseases in
Romania.

ORIGINAL CLIPPING
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71. Medium: lasiplus.ro

Type of media: News website

Date: 29/02/2012

Author: Source: Mediafax

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: Yes
Title: The International Day of Rare Diseases

Summary: Over I million Romanians suffer from a rare disease
and 75% of them are children....

ORIGINAL CLIPPING
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72. Medium: Actualitati-arad.ro

Type of media: News website

Date: 28/02/2012

Author: Source: Mediafax

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: Yes

Title: Over one million Romanians, of which 75% are

children, suffer from a rare disease

Summary: Over I million Romanians suffer from a rare disease

and 75% of them are children....

ORIGINAL CLIPPING
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Peste un milion de romani, dintre care 75 la suta copii, sufera de o B
boala rard F—Q o
Publicat d= sctuslitsti-arad in 28 Feb, 2012 | 1 Commentar

Peste un milien de romani sunt afectati de boli
rare, 73 la suts3 dintre acestia sunt copii,
majoritates cazurilor 2u cauzsd genetics si se
manifestd timpuriu, ele aparind |2 3-4% dintre
nasteri, potrivit unei situatii prezentate cu ocazia
Zilei Internationale 3 Bolilor Rare.
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Mai multe
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73. Medium:

Type of media:
Date:
Author:

Unique viewers:
Comments / Tonality:
Photos:

Timisoreni.ro

News Website
29/02/2012

N/A
Positive/ Focused on statistics
Yes

Title: The International Day of Rare Diseases,

February 29" - 2012

Summary: The article focuses on the march that took place in
Timisoara: the story is narrowed down to the case
of a three year old boy who suffers from Hunter

syndrome.

ORIGINAL CLIPPING
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Organizatia Salvati Copii fiiala Timis in parteneriat cu Universitatea de Medicina si Farmacie
Victor Babes Timisoara, Alianta Nationala pentru Beli Rare Romania, Societatea Romana de
Genetica Medicala, Spitalul de Urgenta pentru Copii Louis Turcanu, Primaria Timisoara, Vitro Bio
Chem anunta organizarea campaniei de informare in domeniul Belilor rare, in perioada 25-29
februarie 2012

——— 2
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In data de 29 februarie, 3¢ va organiza un Mars, |a care vor participa studenti, boinavi cu boii
rare si familiie lor, specialisti, persoane care spriina acesti bolnavi. Cei prezenti vor putta veste
abe inscriptionate cu ,Ziug bolilor rare, Vounizr pentru bolile rare” . Marsul se va desfasura
intre Universitatea de Medicina si Farmacie "Victor Babes”, Spitalul de Copii "Louis Turcanu” si
Primaria Timisoara
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Bolile rare sunt cronice, progresive, degenerative si deseori ameninta viata. Astazi nu exista un
tratament adecvat pentru majoritatea bolilor rare. In lume sunt cunoscute pina la 8000 de boii
rare, 75% dintre acestea afectand copii. Desi bolle sunt rare, pacienti nu sunt putini
Paradoxul bolilor rare consta tocmai in faptul ca diversitatea si numarul mare de boli rare diferite L
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74. Medium:

Type of media:

Date:
Author:

Unique viewers:
Comments / Tonality:

Photos:

Title:

Summary:

Portal.radioiasi.ro

News website
28/02/2012
Source: Mediafax

N/A
Positive/ Focused on statistics
Yes

Worrying statistics: Over one million Romanians
are suffering from a rare disease. Sometimes it
takes dozens of years to diagnose the illness

Over 1 million Romanians suffer from a rare disease
and 75% of them are children....

ORIGINAL CLIPPING
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Statistica ingrijoratoare: Peste un milion de romani sufera
de o boala rara. Uneori dureaza zeci de ani pana la
stabilirea diagnosticului final

Peste un milion de romani sunt afectati de
bali rare, 75 la suta dintre acestia sunt copii,
majoritatea cazurilor au cauza genetica si se
manifesta timpuriu, ele aparand la 3-4%
dintre  nasteri, potrivit  unei situatii
prezentate cu ocazia Zilei Internationale a
Bolilor Rare.

Conferm dateler Aliantei Mationale pentru
Boli Rare Remania, peste un milien de romani
sufera de o bealz rara, iar noua din zace

spital shutterstock

pacienti nu beneficiaza de un tratament
adecvat pe fondul lipsei diagnesticului sau diagnosticarii tardive.

Datele sunt prezentate cu ocazia Zilei Internationale a Bolilor Rare 2012, marcata pe
29 februarie, asociatiile de pacienti din intreaga lume dorind sa atraga atentia asupra
necesitatii facilitarii accesului la diagnostic corect si tratamente adecvate.

Conform datelor medicilor, in fiecare zi, cel putin un roman suspect de o boala rara se
internszaza in spital,

®1_AdParams = { 'pub’ : '6322034%1294404", 'site’ : 'mediafax’, 'section’ : "site’,
'zone' : '640x160_adtext’, 'size’ : 'Ox0" };

Totodata, statisticile arata ca 73% dintre pacientii cu beli rare sunt cepii,
majoritatea acestor beli avand cauza genstica si manifestandu-se timpuriu, Bolile
rare apar la 3-4% dintre nasteri, potrivit statisticilor Comisiei Eurocpene.

Bolile rare au cauza genetica (80%), dar pot fi si dobandite. Acestea pot fi boli

autoimune, metabolice, malformatii congenitale, boli toxice si infectioase, baoli
pulmonare, leucemii sau alte cancere rare.
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75. Medium: ZiarMM.ro

Type of media: News website

Date: 29/02/2012

Author: Source: Agerpres

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: Yes

Title: Over one million Romanians are suffering from

rare affections

Summary: Over I million Romanians suffer from a rare disease
and 75% of them are children....

ORIGINAL CLIPPING
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Peste un milion de romani sufera din cauza afectiunilor
rare

Feste 1.000.000 de romani sufera de o boala rara, iar 753% dintre
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MNatignale pentru Boli Rare Romania.
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76. Medium: evzZ.ro

Type of media: News website
Date: 28.02.1012
Author: Dan Istratie

Unique viewers: N/A
Comments / Tonality: Neutral/ Focused on statistics
Photos: Yes

Title: Find out how many Romanians are affected by
rare diseases

Summary: Over I million Romanians suffer from a rare disease
and 75% of them are children....

ORIGINAL CLIPPING

E Operz || @ AFLA cati romani sufer.. 2

> D o~ | ® Web s evz.ro/detalii/stiri/afla-cati-romani-sufera-de-boli-rar

H & |[3 - google

.]7w[— R~ el O g

e 5 lucruri esentjale W N DOVADA CLARA
Sanatate pentru a avea dinti Pastila care scade
hl mult

B~ % @ Epidemia de gripa -
= i spre final in ,i i)i

= ‘
Warfj, 28 Februarie 2012. 282 vizualizari, 3 comentari, 0 voturi (3 Recomands Trimite pe:
AFLA cati romani suferi de BOLI RARE O @ ommanetsn oS
& Tpareste i Facebook
Joaca Remi pe net! Soft sigur, descércare gratuiti, mii de jucatori din intreaga lume ! ‘W Comenteaza o Twitter ‘
) Conversie PDF B3 Atele W

Autor: =0 Dan Istratie

La nivel mondial, au fost identificate intre 6.000 si 8.000 de tipuri de boli rare.
Printre altji, foarte multi romani se interneaza zi de zi in spitale fiind suspecti de
o astfel de boala.

Ziua Internationald a Bolilor Rare 2012 va fi marcata
pe 29 februarie, iar conform datelor furnizate cu
aceasta ocazie de Alianta Nationala pentru Bali
rare, in Romania sunt peste 1 milion de oameni
care suferd din cauza unor afecfiuni rare. 75%
dinfre cei bolnavi sunt copii.

vezi oferta lunii

martie

Partea si mai ingrijoratoare este aceea cé 9 din 10
pacienti, conform studiilor, nu beneficiazd de un
tratament adecvat pe fondul lipsei diagnosticului

Tot ce trebuie sa stii despre

sau diagnosticarii tardive si a lipsei de informare in clasa pregatitoare
domeniu.
O Educatie
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77. Medium: Medlife.Hotnews.ro

Type of media: Medical news website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics

Photos: No

Title: Over one million Romanians suffer from a rear

disease and 9 out of 10 patients do not benefit of
the adequate treatment

Summary: The article focuses on statistics regarding rear
diseases: the information regarding children with
rare diseases is put first, the lack of treatment in
Romania, number of patients, the process of
discovering a rear disease, the number of specialists
available in the country.

ORIGINAL CLIPPING
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Peste 1 milicn de roméni sufera de boli rare, far 9 din 10 Servicii MedLife
pacienti nu beneficiaza de tratament adecvat

Peste 1 milion de roméni sufera de boli rare, iar peste 90% din
pacienti nu beneficiaza de tratament adecvat din cauza lipsei de
informare in domeniu 5i a dificultatii de diagnosticare, potrivit
datelor Aliantei Mationale pentru Boli Rare Romania. Statisticile
arata ca 75% dintre pacientii cu boli rare sunt copii. Astfel, Tn
fiecare zi, cel putin un roman suspect de o boala rara se
interneaza in spital, conform datelor medicilor.

Totodatd, statisticile aratd ci 75% dintre pacientii cu boli rare sunt copii - majoritatea

scestor boli s csuzd genstic 5i s= manifestd timpuriv,

Bolil= rare apar la 3-4% dintre nasteri, potrivit statisticilor Comisiei Europens.
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78. Medium: Sanatate.rol.ro

Type of media: Medical news website

Date: 28/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/Focused on statistics
Photos: Yes

Title:

Summary: The article focuses on statistics regarding rear
diseases: the information regarding children with
rare diseases is put first, the lack of treatment in
Romania, number of patients, the process of
discovering a rear disease, the number of specialists
available in the country.

Over one million Romanians suffer from a rear
disease.75% of them are children

ORIGINAL CLIPPING

sanatateROL.o A“‘: Alegeti

DSME

DOMOFERTELE online!

PRIMA PAGING  STIRI  EOLI SIAFECTIUNI  CENTRE MEDICALE = MEDICAMENTE QEUSiEiE3nis:d

Addsagan: Mart, 55 setraans | ors 13724

ADAUGA COMENTARIUL TAU
- Wy o W
Peste un milion de romani sufera de o boala rara, 75% FEIICI"’CII‘I,
dintre acestia sunt copii
Racomanda ps E-mal Tiparasie  YiMesgengsr Facebook Twitber Share
Pesre un milion de romani sunt sfectsfi de boli rare, 75 Iz sutd dintre scestis Lasa-te purtat de
Sunt copii, majoritates cazunlor su cauzs genetica 5i se manifests timpuriu, ele magia primaverii

aparand la 3-4% dintre nagten, petrivit unei situafii prezentate cu ecaziz Zilei

Internapionale 3 Bolilor Rare.

Cenform dateler Aliantei Matienzle pentru Beli Rare Remania, peste un

~ Alegeti
DOMOFERTELE

online!
Ay

. 48 de leiinlocde

100 lei pentru o

bratara din stida
de Murano

CUMPARA

PRET VECHI: 100 LEI

LHSCOUNT

Page 94 of 105


http://sanatate.rol.ro/peste-un-milion-de-romani-sufera-de-o-boala-rara-75-dintre-acestia-sunt-copii-13131.html

79. Medium: Sftatulmediculuil.ro

Type of media: Medical news website
Date: 28/02/2012
Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/ Published the whole press release
Photos: Yes

Title: Romania on the International Rare Diseases Day
2012

Summary: Romania on the International Rare Diseases Day
2012: over one million
Romanians suffer from rare affections and 9 out of
10 patients do not benefit from adequate treatment.

ORIGINAL CLIPPING
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80. Medium: Sftatulmediculuil.ro

Type of media: Medical news website

Date: 28/02/2012

Author: Source: Agerpres

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: No

Title: The National Alliance for Rare Diseases: Over
one million Romanians are suffering from rare
affections

Summary: Over one million Romanians suffer from rare

affections and 75% of them are children...

ORIGINAL CLIPPING
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ESTIADCE:  Moutati ¢ 5tiri medicale ¢ alianta Mationala pentru Boli Rare: Peste un milion de romani
sufera din cauza afectiunilor rare
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Feste 1.000.000 de romdni suferd de o boald rard, far 75% dintre acestia sunt copii, s= aratd Tntr-un
cormunicat de presi al Aiant=i Nationale pentru Boli Rare Romdnia.

Moud din zece pacienti cu aceste afectiuni nu beneficiazi de un tratament adecvat, pe fondul lipsei
diagnosticului sau diagnosticirii tardive, sustin reprezentantii aliantsi.

in fiecare zi, oal putin un romén suspect de o boald rard se interneazd in spital, aratd datsle medicilor.
Totodatd, statisticile aratd ci 75% dintre pacientii cu beli rare sunt copii - majoritatea acestor boli au cawzd
genstica 5i 52 manifestd timpuriu, Solile rare apar la 3-4% dintre nasteri, potrivit statisticilor Comisisi
Eurcpens.

in agest an, claxosmithkline (G5K) Romdnia sustine campania ‘Rari, dar solicarf, der ulatd de Aianta Na;iar.ali
pentru Bcli Rars Romédnia, pentru informares cu privire la impactul devastator al afectiunilor rare asupra
vietii pacientilor.
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81. Medium: Iomc.ro

Type of media: Medical news website
Date:
Author:

Unique viewers: N/A
Comments / Tonality: Positive/ Focused on statistics
Photos: No

Title: Rare disease Day

Summary: Over I million Romanians suffer from a rare disease
and 75% of them are children....

ORIGINAL CLIPPING
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Ziua bolilor rare

O boala rard ests o boali care afecteazi mai putin de 5 din 10 000 de indivizi. Astizi sunt nregistrate peste 7000 de boli
rare, dintre care 80% sunt de origine genetic §i 75% din bolie rare afecteazi copii. Aceste boli intereseaza aproximativ
1,3 miioane de persoane in Roménia §i 25 de miioane in Europa

Bolile rare sunt boli cronice, adesea degenerative, multe sunt incurabile sau cu un tratament dificil de condus. Absenta
informatiel despre boald, accesul dificil la un diagnostic corect sau ntarzierea diagnosticului prezintd consecinte sociale
dificile pentru pacienti s familile acestora.

Bolile sunt rare, dar pacientii cu boli rare sunt mutti

Ziua de 28 februarie, o zi speciali care existd doar odatd la patru ani, a fost aleasi sd reprezinte Ziua Bolilor Rare. in
anii in care nu existd acesta zi, Ziua Bolior Rare este organizata pe 28 februarie.

Ziua Bolilor Rare este un eveniment anual coordonat la nivel international de cétre EURDRDIS, iar la nivel national de citre
Alianta Nationald pentru Boli Rare.

EURORDIS reprezint o alianti nonguvernamentals a asociatilor de pacienti cu boli rare, care activeazi la nivel european in
wederea cregteri calitatii vieli a persoanelor cu boli rare

Existd peste 1700 de organizafii de pacienti in Europs, care oferd informatii $i asistentd pacientior

Alianta Nafjonald pentru Boli Rare Roménia ANBRaRo a fost infintatd in anul 2007 la infiativa Asociatiei Prader Will din
Romania.

Prima campanie dedicaté Zilei Bolilor Rare s-a desiﬁ.}ura(in anul 2008. in parteneriat cu consiliul EURORDIS, 15 aliante
nationale din Belgia, Bulgaria, Canada, Danemarca, Franta, Germania, Grecia, Ungaria, Irianda, kalia, Luxemburg, Olanda,
Romania, Spania §i Suedia au erganizat campania de promovare a zilel internationale a bolior rare. De asemenea, s-au
aliturat organizari acestui eveniment organizatii de pacienti din Marea Britanie, Portugalia si Finlanda. Toti participanti au
urmérit informarea populatisi cu privire Ia bollor rare prin marsuri de stradd, conferinte de presa, materiale informatice,
manifestiri stintifice.

- I . NoRo Sala Mese
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82. Medium: Radio Bucuresti

Type of media: Local Radio

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Neutral/ Focused on statistics

Photos: No

Title: The day of rare diseases, marked today at

international level

Summary: The news focuses on statistics, the Patient s
Association, the Alliance of Rare Diseases, lack of
treatment for the patients, the difficulty of setting a
diagnostic.
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http://www.monitorizare.mediafax.biz/Pages/Public/viewrtv.aspx?id=6jKlKcPuipU78l6ZN1Gf2g==

83. Medium: RRA

Type of media: National Radio

Date: 29/02/2012

Author: Marilena Frincu

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: No

Title: In Romania, more than one million people are

diagnosed with rare diseases. Unfortunately, the
majority of patients are children.

Summary: The news is more complex, it focuses on statistics,
the Patient's Association, the Alliance of Rare
Diseases, lack of treatment for the patients, the
difficulty of setting a diagnostic. It also has a live
intervention from Marilena Frincu, who focuses on
hemophilia and other rare diseases. A lot of
officials in the domain give statements. A patient
talks about his disease.
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http://www.monitorizare.mediafax.biz/Pages/Public/viewrtv.aspx?id=Z+hK5MDh4kogTpie85IfTw==

84. Medium: Europa FM

Type of media: National Radio

Date: 29/02/2012

Author: Elena Tudor

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: No

Title: In Romania, more than one million people are

diagnosed with rare diseases and 75% of them
are children.

Summary: The news focuses on statistics, the number of
children suffering, the Alliance of Rare Diseases,
lack of treatment for the patients, the difficulty of
setting a diagnostic. It also has a live intervention
from Elena Tudor talks to Dorica Dan. A patient
talks about his disease.
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http://www.monitorizare.mediafax.biz/Pages/Public/viewrtv.aspx?id=oRdCvloubjeahopSTeXE7Q==

85. Medium: Radio Zu

Type of media: National Radio

Date: 29/02/2012

Author: N/A

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: No

Title: In Romania, the patients who suffer from rare

diseases do not receive the appropriate treatment

Summary: The news focuses on statistics, 9 out of 10
Romanians suffer from rare diseases, 75% of them
are children, over one million Romanians are
suffering from rare diseases, and other statistics.

SOCIAL MEDIA
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http://www.monitorizare.mediafax.biz/Pages/Public/viewrtv.aspx?id=7UUjqRNPjp5a0ikK8W937w==

86. Medium: Izvoarecodrene.blogspot.com

Type of media: Blog

Date: 28/02/2012

Author: Lia Tatar

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: Yes

Title: February 29" — The International Day of Rare
Diseases

Summary: The article is focused on statistics regarding rare
diseases.

ORIGINAL CLIPPING

MIERCURI, 20 FEERUARIE 30132

29 FEBRUARIE - Ziua Internationala a Bolilor Rare

Cu ocazia Zilei Internationale a Bolilor Rare zo12, marcatd pe 29
februarie, aseciatii de pacienti din intreaga lume atrag atentia asupra
necezitatii facilitarii accesului la diagnostic corect zi tratamente
adecvate. Peste 1 milion de romdni sufera din cauza afectiuniler rare, iar
o din 10 pacienti nu beneficiaza de tratament adecvat.

Potrivit datelor Aliantei Nationale pentru Beli Rare Romania, un milion
de romani sufera de o boala rara, iar 75% dintre acestia sunt copii; 9 din
i0 pacienti nu beneficiaza de un tratament adecvat pe fondul lipzei
diagnosticului sau diagnosticarii tardive; La nivel mondial au fost

DA

ILY CALENDAR

[March 2012
SuM [Tu|W|Th| F | Sa
1 [2 |3
4 |5 |6 7 |8 |9 [10 =
11 12 13 14 N5 |16 17
18 19 |20 21 |22 [23 |24 =
4 £
ELOGURI FRIETENE
[ viaTa
-— Minciuna
holocanstului:
Adeviarul dzspre
Auschwitz - Vedegi

mai jos un film
documentar ficut de
un evren. Un film care
DEMOMSTREATA cu probe 5
mirturii ci toatd povestea cu
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http://izvoarecodrene.blogspot.com/2012/02/29-februarie-ziua-internationala.html

87. Medium: Setrio.ro

Type of media: Blog

Date: 28/02/2012

Author: Source: paginamedicala.ro

Unique viewers: N/A

Comments / Tonality: Positive/ Focused on statistics

Photos: No

Title: The National Alliance of Rare Diseases: Over one
million Romanians are suffering from rare
affections

Summary: The article is focused on statistics regarding rare
diseases.

ORIGINAL CLIPPING

HOME PRODUSE SERVICII SUPORET PARTENERI CARIERA

Stiri la zi din domeniul medical

=, zratz datzle medicilor
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http://www.setrio.ro/?p=2377&utm_source=rss&utm_medium=rss&utm_campaign=stiri-la-zi-din-domeniul-medical-128

88. Medium: Ziuabolilorrare.wordpress.com

Type of media: Blog
Date: 01/03/2012
Author: 25u25a

Unique viewers: N/A
Comments / Tonality: Positive/ Focused on statistics
Photos: Yes

Title: The Rare Diseases Day at Bucharest

Summary: The article is focused on the activities that took
place in Bucharest with the occasion of the
International Day of Rare Diseases.

ORIGINAL CLIPPING

Ziua Bolilor Rare la Bucuresti

1 MARTIE 2012
v zsmzsa

in fiecare an ze implicd in Campania de Zina Bolilor Rare multi voluntari. Anrelia Cheles
volutara Asociatiei Prader Willi din Romania a organizat evenimente foarte frumoase In

Bucuresti. Ii multumim si pe aceastd cale

Maimulte poze despre acests activitdti gasitd

AICT

LASA 1TN COMEMTARILT from — Campania Zna Ballar Bare, sveniments, mfarmars

COMUNICAT DE PRESA

28 FEBRUARIE 2012

2g febrnarie 2012 2ste Zina Internationald a Sclilor Rara!

Anul acesta estea cinceaaniversareal acestui eveniment La nivel national atit pacientii citsi
specialistii implicati 1n diagnosticarea si managementul bolilor rare organirearza activitagi de
sensibilizare cu privire labolile rare

Ziua Bolilor Rarea fost lansatd 5i este coordonati de catre Oreganizatia Eurepeand pentru Boli Rare

— EURORDIS, ¢ federatie care reprezinta mai mult de 300 de organizatii de pacienti cu boli raredin

=R
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http://ziuabolilorrare.wordpress.com/
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