<<95>>, EN\nvikr Zuppaxia

yia tous Xndvious AcOevels

To Ywyareio «@5», EN\qviki Zuppaxia

yia rous 2ndvious AcQeveis 15p000Nke

orns apxés rou 2019 Gorepa anéd npwroBouhia
AcBeviiv kai [ovéwy naibiwv pe ondvia
ndlnon, pe épapa va unoormpiter Tous
Yndvious Ac@eveis oy ENNGSa, kaBws kai ro
onpavriké Nococtd VoooUVIwY Mou NAPAapéVvel
yia xpévia ASidyvworo, A pe AavOaopévn
Siayvwon, Bikvovras pia «Aiayvworikn
Obdooceiay.

Ta 18puriké pén rou Lulbéyou eival
eknaibeupévol eknpdownol s Eupwnaikrs
Axabnpias AcQeviv (EUPATI) kar s
Axabnpias AcOeviv tou Eupwnaikot
Opyaviopot Xnaviwv Ma@fcewv (EURORDIS),
evw eival kar péAn rou EURORDIS

kat 15purikd péhn ms Evwons AcBeviv
ENa&Sos.

Me myv euyeviki xopnyia

‘rA’ EMNIZTHMONIKEZ EKAOZEIZ
M NAPIZIANOY a.E.

www.parisianou.gr e medbooks@parisianou.gr

O apiBusds «95» emAéxOnke ws Siakpimkd

orov Titho Tou 2wyareiou, yia va cupBoAilel

10 NocooTé TWv onaviwy na@icewy nou O
Sev éxouv akéun Oepaneurikr aywyr, evw n

eriloyn tns enwvupias «<EANnvIKA Luppaxia yia

rous Lndvious AcQeveis» éyive pe okond my

avabeikn s avaykns yia cuvepyaocia pe tous

epnAekdpevous gopeis yia n BeAriwon twy

KOIVWVIKOOIKOVORIKLY ouvOnkwy SiaBiwons

TWV €v AOyw Naoxdvrwy.

EAAHNIKH ZYMMAXIA
A TOYE ZMANIOYZ ATOENEIX
RARE ALLIANCE GREECE

AiedB@uvon

Kanvikapéas 19A,
105 56 ABRva

InAépwva enikoivwvias

2 =4 804
Website

rarealliance.gr

Social Media
@5, EN\nviki Zuppaxia
yia Tous Xndavious AcQeveis

@95Rare




Ta Baoiké
XAPAKTNPIOTIKG ToUS

Eival xpdvies, ekguhiorikés, kal ouxva
anel\nrikés yia mn {wr.

[Nookalolv avannpies, ennpedlovras
érol v noiérra {wris rwv acBevwv.

MNa xpévia pévouv abidyvwores, fj A\avOaopéva
Siayvwopéves, pe péoo xpdvo Sidyvwons
ra 6 ém.

To 70% €¥ aurdsv npooBaNer naibig,
pe 1o 30% rwv naibiwyv aurwy va neBaivel
péxpl v nAikia Twyv S eTwv.

To 72% eival yeverikiis guons, evy ol undhoines
eival anoré\eopa hoiptxtewy, alepyitrv
A nepiBal\ovrikwy airwy.

Ma 1o 95% Sev undpxel Oepaneia.

O Xndvies [NaBrioels

Mia aoéveia, oy Eupwnn, xapakmpilerar ondvia
érav epgavileral oe Aiydrepo anéd 1

orous 2000 av@puinous.

Aurdv m orypr unoloyierar 611 undpxouv

nepinou 6.000-8.000 ondvies naBroels, ol onoies
npooBaMouv nepinou 30 ekar. Eupwnaious noires,
kar 300 ekar. avOpwnous naykoopiws.

O ondvies na@Aoceis xapakmpilovral ané pia
eupeia noikiNia Siarapaxwyv Kal CUPATWHATWY Moy
noikiNouv éxi pévo ané ao@éveia oe acévelq,
al\d kai ané aoBevr oe acBevrj pe v ibia véoo.

YXeTIKG KoIvVG oupnTpara pnopel va kpliBouv
ondvia voorjuara, pe anoré\eopa oi aoleveis,
apkerd ouxvd, va AapBavouv Aav@aopéves
Siayvwoels, fj aképa kal va napapévouy yia
xpoévia adidyvworol, Biwsvovras pia «Aiayvwarikn
O6&iooeia», n onoia propei va Siapkéoel

ané S éws 30 ém.

www.rarealliance.gr

Ta koivd npoBARuara

1wV aoBeviv

G H kaBuorepnuévn f AavOaopévn Sidyvwon,
G H eN\inris evnuépwon ahNa kai orpign.

O H avion npbéoBaon oe Oepaneies.

O H elNinrs 1arpik gpovriba kardAnAns
rnoloTnras.

o avenapkeis Koivwvikés Ynnpeoies.

O 1pbnol enihuotis Tous

U Avanréocovras kai epappdlovras eibikés
noAmikés Yyeias yia nis Xndavies MNaBroers.

L Evioxtovras m S1€OvA enoruovikAg
Kal EpeuvNTIKR ouvepyaoia.

U AviaMéooovias eniotnuovik yvion yia 6Aes
nis ondvies na@roels kai éx1 pévo yia s nio
«ouxvés» and aurés.

Q> Avanrioocovras vées Siayvworikés
kal Oepaneurikés Siadikaaies.

Q{> Evnuepwsvovras kal evaicOnronoiwvras 1o Kové.

U Aikrudsvovras rous ao@eveis, Gore va
poipélovral Tis epneipies kai tis BéAriores
MPAKTIKES TOUS.

NN Ynoornpilovras rous nio anopovwpévous
acBeveis kal Tous olkeious Tous.

KN MNapéxovras éykupn, afiéniom
kal ohokAnpwpévn nAnpogdenon.

BiBAioypagia/lTnyés

Estimating cumulative point prevalence of rare diseases: analysis of the
Orphanet database https://www.nature.com/articles/s41431-019
0508-0

EURORDIS: About Rare Diseases
https://www.eurordis.org/about-rare-diseases

EURORDIS: Undiagnosed rare diseases
https://www.eurordis.org/content/undiagnosed-rare-diseases

SURVEY OF THE DELAY IN DIAGNOSIS FOR 8 RARE DISEASES
IN EUROPE (EURORDISCARE 2') https://www.eurordis.org/sites/
default/files/publications/Fact Sheet Eurordiscare2.pdf



