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I'ENIKH AIEYOYNXH

AHMOZIAX YT'EIAY & YIIHPEXIQN YI'EIAX

A/NXH ITPQTOBAOGMIAYX ®PONTIAAX YT'EIAX

& ITPOAHYHX

TMHMA A’AI'QI'HX YI'EIAX KAI IPOAHYHX

Tay. AebBvvon  : Apiototéhovg 17 MMPOX : OIIQX O ITINAKAX
Tay. Kodwog 101 87 AITOAEKTQON
[TAnpopopieg : Z1p. XotlnyopaAdumong

: EA. Nnowovt
TnAiépmvo 1 213-2161623,1617
(011 : 210-5230577
E-mail : pfyd@moh.gov.gr

OEMA: Hpépo Xraviov [Tadesov _28 ®efpovapiov 2017, (Rare Disease Day),

pe 0épa «Me v £peuva, 01 dSVVATOTNTES YIVOVTUL ATEPLOPLGTES)

(With research, possibilities are limitless).

EXET: 1. To pe apiBu. T365/AD4.3,0AY9.2016/01k.9350/8.2.2016 (AAA:
TOH94650Y0O-002) éyypago tg A/vong I1.O.Y. kan [TpdAnyng, ne Bépa
«YmevOopion TOL ap. TPOT. I'38/ADAYI/T .I1/01k.60005/05-08-2015
AAA:6MIE4650YO-TD8 eyypdoov, pe 6épo «Kabopiopodg eviciov oadikacidv
éxdoong Eyxokiiov yia IMoaykdopeg ko Aebveic Huépeg / EBSopddeg v 0épata
vyeiog.
2.To pe apBp. T'38/AD15,0AY9/2016/T .11.01x.14548/23.2.2016, (AAA:
YYOO4650Y0O-X7A) Huépa Znaviov [Tabfcewv 29 defpovapiov 2016, (Rare
Disease Day), pe 0éua « H oovi tov acBevavy (Patient Voice).

H A/von lpotofaduiag @povtidag Yyeiag ko [Ipdinyng, Tunuo A” Ayoyng
Yyetog ko [TpoAnyne, oto mhaicio g Hpuépag Xmaviov Hadfcewv 6mmg avtn £xet
kabepwbel amd tov Evponaikd Opyoviopd Emnaviov IMabnoswv (EURORDIS) kot
elvan m televtaio nuépa tov DePpovapiov kdbe £Tovg, mov Yo o étog 2017 givor
28" dePpovapiov, cog evuepdVEL yia To. okOAoVOA:
A. O Evponaikoc Opyovioudc Emaviov IMobnoewv (EURORDIS), oto mlaicio
EVNUEPMOOTG KOl EVOLCONTOTOINGCNG TOV TOATMOV KO TNG KOWNG YVOUNG, CYETIKA L
ta Xravioe Noonpato — IMabnoeig, and to 2008 xabiépwos v Huépa Zmaviov
[Tobnoewv. Oétel g Béua g eetiviig evnuepotikig Exotpateiag, v «Epgovay
(research) kot daitepa 1o pfvopa «Me v £peuvva, ol dSVVATOTNTES YivovTol
ameproprotecy (With research, possibilities are limitless).
H épevva mopéyetl ) dvvatdtta TG TAVTONoinonS acheveldv Tov NTaV AyVOGTES
TPONYOLUEVMOG KOl adlyvVOoTEG Yo TOvg 0c0eveis, cuufdAier otnv avénon g

KOTOVONoNG TV 0cOeVEIDY, EMTPEMEL GTOVG OITPOVS VO, ODGOVY CMGTH Kol aKkpipn
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Sdyveo, va TapExel TANPOEopieg 6Tovg aoBeVELG OXETIKA LE TN VOCO TOVS Kot Vol
fepeMdoel — TEKUNPLOCEL TNV aVATTVEN VEWV KOWVOTOP®V OEPOmEL®V Kol GE
OPIGUEVEG TIEPITTOGELS Vo yopnyNnOel amotehespatikn Oepaneia.

H épevva gival 1o kKAedil. PEPvel EATIOO 6E EKATOPUPVPLO. TOV OVOPAOTOV TOV

Couv pe po 6aviIa VOG0 6€ 010 TOV KOGHO KOOMS KOl TIS 0IKOYEVELEG TOVG.
H Hpépa Znaviov ITabncewv 2017, arotedel gvkoipio yioo TOG £pELYNTEG, TOVG
AKOONUATKOVG POPELS, TOVG POITNTES, TIC ETOLPEIEG, TOVS QOPEiS YEPUENG TOMTIK®V
vyelog Kot Toug KAMVIKOUG 1aTpoc Vo avadeiEOLV T onuacio Kol T 6rTovdotoTnTa
™G €pevvog oto medio Tov  Emaviov Noonudtov — [Habnceswv, kabdg kot oty
avantuén Opeavav Oapudkmv- [poidovimy.

Emiong, moapéyet v evkaipio yuoo vo avoyvoplotel o Kpioipog poAog mov
dwdpapatiCouv ot 10101 o1 TACKOVTEG GTN OMUOCLE SOTOTMOOT KOt AVASEEN TMOV
aVOYK®OV TOVG, OAAG Kot oty Ot v emitevén TV omopaitNTOV CAAAYOV TOL
BeAtidvouv ™ Lon Toug KOBOC Kot T (N TOV OIKOYEVEIDV KOl TOV QPPOVIIGTMOV
TOVG.’

B. Xbppova pe tov  Evpomaikd Opyaviopd Zmaviov Iladncewv (EURORDIS),
VILAPYOVV J1APOPOL TUTOL EPEVVAG:

- N Pacikn épevva IOV GTOYO £YEL VO EVIOTIGEL TNV OLTIOL KO TOVG UNYAVIGHOVG TMV
Xrdviov Noonudtov — [adnoewv,

- 1 HETAQPACTIKY €pevva, 1N omoia eoTidlel otV 0E0TOINCN TOV GUUTEPUCULATMOV
Mg Pacikng €pevvag, Yy TV avantuln BepamevTIK®V TPOCEYYIGEDY Yo TOVG
acBeveic mov mdoyovv and po ondvia voso- tabnon,

- N KAWIKT €pgvval, OTAV GTO TAOIGI0 KAVIK®OV SOKIU®V YOpNYoLVTOL QOPUAUKEVTIKA
oYNUOTO Kot TPOIOVTO TOV £Y0VV SOKIUAGTEL G€ MEPUUATOLMA Kol 6€  avOpOTOLG
péca amd TNV avAmTTLEN JPOP®Y PAGEMV KAVIKMOV LEAETMV.

Qot6060, 0ev glval HOVO 1] KMVIKT] €PELVO CMUOVTIKY, OAAL KOL 1| £PELVO TTOL
oe&ayetanr  yuoo v woldtnTa LmNG, TS cLVONKEG £pYaciag, TIC KOWMVIKEG OVAYKES,
mv éviaén o610 eKMOOELTIKO TEPIPAAAOV, TV 0cBevdV, TN OEMCTNUOVIKY
EKTTOIOEVON TOV  EMOUYYEAUATIOV VYeElOg TOL Topéyovv vunpecieg vysiog kot
KOWMOVIKNG GPOVTIONG, EVIGYOOVTIOG £T01 TN OMpiovpyio Kot avimtuén KavoTOU®V
npoypappdtov (Innovcare).

AOY®D TG omovidtnTog Kol TG MoKtAopopeiag tov Xmdviov Noonpdtov -
[ToBnoewv, oamapaitnto eivor 1 épevva va £xel debBvn Kot OIKOVUEVIKO XOpaKTNPO,
TPOKEEVOD VO dlocPoMieTon OTL Ol EUTEIPOYVAOUOVEG, Ol EPELVNTEC Ol KAVIKOL

1Tpoi, ot froddyot, ot YEVETIOTEG , K.a. , B suuPdiovy ot Bedtiowon g didyvmong,
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g mepiBaiyng kot g Bepaneiog Tov aclevav pe Zmavia Noonquota — [Mabnoeig
(Z.N.-IL).
Méow NG GLALOYNG Kol TNG CLOTNUATIKNAG OUUOPPOONG ETICTNUOVIKOV TPUTeEC®V
TEKUNPI®ONG, OTOV KATAYPAPOVTAL EXIGTNUOVIKE — EPELVNTIKA SEGOUEVA, Ol KAVIKEG
SOKIHES €xovv TOAVEDVIKO YapoKkTHpo Kol ol acBeveic €govv v dvvatdTNTA VO
ENMPEAN00HV OO TN CLYKEVTIPMOT] YVMOONG KOl TOPWOV GE S10GVVOPLAKO EMITESO.
[TpwtoPovrieg, 6mwg to Evpomaikd Alktvo Avapopdc, m Aebvig Epegvvntikn
Kowomnpa&io Zmaviov [Tabncemv, K.0. dS1IEVKOADVOLVY TN S10GVVOPLOKT EPEVVE KO TNV
VYEOVOLUKN TTEPIBaAyT.
I'. Z10 mhaiclo evnuépmong Kot evachnNTonoinong e KOWNG yvounG,
vrevOopiletat, 6T1 avtiototya yio o £tog 2016, ekd60nKe 1 VL aPOU.
['36/AD15,0AY9/2016/T .11.01x.14548/23.2.2016, (AAA: YYOB®4650Y0O-X7A),
gykokMog pe 8éua, Huépa Xmaviov [Mabnosov 29 dePpovapiov 2016, (Rare
Disease Day), pe 0épa « H povi tov acBevavy (Patient Voice), g A/vong ILO.Y &
[IpoAnyng, oty omoia mwapéyxovtal TAnpoeopieg oyeTkd e Tov Evpomaikd
Opyaviopod Zraviov [Tadncewv (EURORDIS), o onolog eknpoconel opyavadcelg Kot
eopeic acBevov pe Zndvia Nooruata — [Tabncelg, o€ evponaikd eninedo, T oxeTikn
vopobBeaia mepl eQAPUOYNG TOV SIKAIOUATOV TOV 00HEVAOV GTO TAAIGLO TNG
dovvoplakng vystovopkng tepifaiyng, 1o ORPHANET w¢ v enionun Pdon
dedopévov yua ta Xrdvie Noonpato — [Tabnoelg, kabmg kot mAnpogopieg yio
Evpondaikotg kot EAANvikovg 1610T0mouG.

Eniong, omv ev A0ym eykdxho avagépovtor otoryeion Yo ) GlrAocoeia Tng
AteBvoig ekotpateiog evnuépwong, Kabdg Kol TPOTAGES TOPEUPACEDY — dPACEDV
0€ EMMESO TANPOEOPNONG — €LOCHNTOTOINONG NG KOWNG YVAOUNG/TOMTOV, NG
EKTTOOEVTIKNG KOWOTNTOGS, KOOMDG Kol EMUOPPMOONG TMV EMUYYEAUATIOV VYeiog
GYETIKA HE TIC OUOTACELS TNG EYKOIPNG OVIXVELONS KO SIUyVOONGS, TNG KATAAANANG
TOPOATOUTNG, TIG OLOIKAGIES TAVTOTOINONG KAl TIGTOTOINONS TV VOG®V, KaOdg Kot

NG BEPATEVTIKNG KO PUPLAKEVTIKNG OloyEIPIONG AVTOV.

A. Ot amodéKTeg TG TOPOVGOS EYKVKAOL, TOPAKOAOVVTOL VO EVIILEPDCOVV
OYETIKA  TIG vAnpecieg kol tovg emomtevopevovg Popelg dmwg kot kdbe AALO
ocvvepyalopevo Dopéa, Yoo TNV TPOM®ONCN TOV AVAPEPOUEVOV KOTA TEPIMTOON
EVEPYELDV.

Eniong, to I'pagpeio  Tomov wor Anpociov Xyxécemv tov Ymovpyeiov Yyeiag,
TOPOKOAEITOL OTOC EKOMGEL SEATIO TOTOV TPOKEYEVOD VO EVIUEPDGEL GYETIKA OAOL

ToL EVTUTIOL KO NAEKTPOVIKE LEGO EVIUEPMONG,.
3
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H A/von Hlektpovikng AtakvBEpynong, Topakaieitar vo avapTicel oTnv
16T0GEAdA TOL YTovpyeiov, TNV TOPOVGH EYKVKALO.
O1 ®opeic mov Bo 0pYAVHOGOVY EKONAMOELS TOPAKAAOVVTOL VO EVIILEPMDGOVY GYETIKA
TIC apuodleg A/voelg tov Ymovpyeiov Yvyeiag (A/von Ilpwtofaduiag dpoviidag
Yyeiog wouw ITIpoAnyng pfyd@moh.gov.gr «ot  A/ven  Anuociog Yyeiog

ddy@moh.gov.gr ).

O AN.I'ENIKOX T PAMMATEAX

XTAMATHYX BAPAAPOX

ININAKAY ATTOAEKTON I'TA ENEPT'ETIA

1. Tpoedpia g Anpokpartiog , Bac. ['ewpyiov B2, 10028 Adnva

2. Bovlj tov EAAvav, Bao. Zogiag 2-6, 10021 Abnva

3. Axodnuio AOnvav , EA. Beviléhov 28, 10679 Abnva

4. Ymovpyeia, A/voelg AloknTikov, (Yoo EVUEPMCN VINPECIOV KOl ETOTTEVOUEVOV
QOPEMV)

5. Ymovpyeio Yyelag

a) Oheg 116 Yyerovopuég [eprpépeteg, 'pag. K.k, Atotkntav (pe v mapdkinon
Vo eVNUEP®BOOVY OAO1 Ol ETOTTEVOUEVOVS POPELG TOVG).

) Orovg tovug emontevopevog Gopeig, NITIA & NITAA

v) EBvikd Kévtpo Emyeipnoemv Yyeioc, I'pag. k. Atowknt

0) E.O.ILY.Y., Amootorov 12, I'pae. k. [Ipoédpov, 15123 Mapovot ATtikng

g) Ivetitovto Yyeiog tov [adiov, [Momadiapavtoroviov kot Onpaov 1, 1.x.

11527, AbMva

o1) ZEYYII I'pag. k. I'ev. EmBempn

{) KEEATINO, I'pag. k. [Ipoédpov, Aypdowv 3-5, 15123 Mapodot ATtikng

n) pae. TOHmov ka1 Anpociov Xyxécemv

1) A/vorn Hhektpovikng AwakvBépvnong

6. EXAY I'pag. k. Koountopog, A. Ale€dvopag 196, t.x. 11521, Abfva

7. Ola ta AEI kot TEI g Xopog (Yo evnuépmon ZyoAov kot Tpunudtwv)

8. T.E.X. A/von Yyetovouikov A. Kavellomoviov I1. 1 & Kateydkn , t.x. 11525,
Abnva.

9. T.E.A. A/von Yyetovopkov I1. Kavelhomoviov 3, T.kx. 11525, ABnva

}O. I".E.N. A/von Yyeglovouikov, Agwvokpdrovg 70, T.x. 11521, Abnva
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11. Tlepwpépeteg g Xopoc, Ipagp. x.k. Ilepwpepelapyov (v evmuépoon tv
appodiwv vanpectov tov ILE.)
12. Anokevipopéveg Aownoetc, I'pag. k.x. I'ev. Ipappatéov (Yo evnuépwon OTA)
13. Kevrpikr 'Evoon Aquov EAAGdag (K.E.A.E.) , I'. Tevvadiov 8. 10678 Abnva
14. EAMnpvicd - Awdnpotikd  Aiktvo  Yywwov  Ilodeowv — Tlpoayoyng Yyeiog,
[TodaoAdyov 9 15124, Mapodot ATTikig
15. [ovedviog  @appokevtikdg  XVAloyoc, Ilepodg 134, 11854  A6nva
(evmuépwon Melmv )
16. ITaveAiviog lotpikog XOoAAoyog [Thovtdpyov 3, kot Yynidviovg, 19675,A0mva
(evnuépwon Meiwmv)
17. MTovedqvia 'Evoon lotpov Anpodotog Yyeiog A. Adeavopag 215, 11623 Abnva
18. lotpwkny Etapeic AOnvov, Madvopov 23 1.x.11525 A6nva (Evnuépmon
Emompovikav Etapeumv)
19. Awpxng lepd Xvvodog Exkinoiag tg EALGdog, 1. Tevvadiov 14,11521 Abvva
(o evnuépaon [.M.)
20. 'Evoon Noonievtav EAlddac, Bas. Zogiag 47, t.x. 10676, ABnva (evnuépwon
Melov)
21. 2oAloyoc  Emomuoveov Mawwv  —ov, Ap. Tlonrnad 2, Tk 11521,
Ava,(evnuépwon Melmv)
22. TlavedAviog XOAAoyog Emokentov —1prov, Ilamoapnyomoviov 15, t.x. 10561,
AbMva (evnuépmon Merov )
23. 2oAloyoc Emomtov Anudowog Yyelag, T'lddotovog 10, t1.x.10667, A6nva
(evmuépwon Melov )
24. Zvvnyopog tov TToAitn, XaAikokovooin 17, 1.x.10432 , ABnva
25. E.E.Z. Avkafnttot 1, 10672 Adnva
26. LK.A. Tuqpa [poinmtug latpkng, Ayiov Kovotavtivov 8, 10241 Abnva
27. Tevikn Tpoappoteio Méowv Evnuépwong — Ievikny T'pappateio Evnpuépwonc ko
Emwcowoviag :
a) o Aoyopracpd Anuodoiog Tniedpaong B) o Aoyopiacpd Anpdociog
Padogpoviag Aregdvopov Iavtov kar @paykovon 11, 10163 Adnva (dvo (2)
avVTLypapo TOL EYYPAPOL).
32. MEGA CHANNEL, Acwe. Mecoyeiov 117 ko Podboov 4 ,11525 Abnva
33. ANTENNA, Knowsiag 10-12, 15125 Mapovct Attikng
34. ALPHA TV, 40° yAn Attikfic Odov (Z.E.A. Meooyeimv , Kripo 6) Kavtla
ATTIKNG
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35. STAR CHANNEL,Buitavidt 36, 14564 Katow Knowowd Attikng

36. AOHNA 9,83 FM, ITeparidg 100, 11854 Abnva

37. ANTENNA 97,2 FM, Knoioiog 10-123 15125 Mapovot ATTikng

38. SKAI 100,3 FM, ®ainpémg 2 kar EBvapyov Moakapiov, 18547 N. ddaAnpo
AtTknc.

39. EXHEA Axadnuiog 20, 10671, Anva

40. [Movediqvia 'Evoon Xraviov [Todncewv, Tipobéov 99-101 Abnva ,t.x. 1632 ( Mg
TNV LIOYPEDGT VO EVIILEPDCOLV TOVG ZVAAGYOLG MEAN)

41. EBvikn Zuvopoomovdio Atopmv pe Avoammpia (E.X.A.pueA) Aewo. EA. BeviCéhov
236, 1.x.16341 ( Me v voypEémon vo. EVUEPMDGOVY TOVS ZVAAOYOLG MEAN)
EXQTEPIKH AIANOMH

. I'pao. k. Yrovpyod Yyelog
. I'pao. k. Av. Yrovpyod
. Ipag. x.x. Tev. Fpappaténv (3)

. Alvoeig kar Avtotedn Tunpata tov Yrovpyeiov

1
2
3
4. T'pag. k.k. [Ipoictopuévov I'ev. A/veewv (3)
5
6. A/von Anpodcrog Yyelag

7

. Avon IL.O.Y & IIpoAnwng
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