AntootoAn}, Opapa kot Aéieg
tou Kévtpou Epnelpoyvwpocivng Znaviwv ko MoAUmAokwv
Noonuatwyv Kot GUYKEKPLHEVA yia ta Autodavooa Nooqpata
TOU ATaTOg
(ne Epdaon otnv Autoavoon Hratitida ko tnv MNpwtonadn
XoAwkn XoAayyetitida)

AnootoAn

H NaBoAoyikr KAwikr tou Mavemniotnpiov Oecoaliog oto Mavemiotnploko Meviko
Noocokopeio Adploag kat Ldlaitepa to EL61kd HtatoAoyiko latpeio oe cuvbuaouO e
10 Epeuvnuikd Epyaotipo MaBoloyiag Ttou Mavemotnuiov Oecocaliog
xopaktnpiletal amno tn pakpd kat oe BAB0G eVvaoxOANnor TNG LE T NTTOTLKA VOO LaTA,
OUUTEPLAAUPBAVOUEVWY  TWV  XPOVIWV LOYEVWV NTatitidwy, TG aAKOOALKNG
nnatonabslag, TG Mn  aAKoOAlkAG  Autwdng  vOoOog  TOU  AMOTOG
(otedtwon/oteatonmatitida), Twv AUTOAVOOWY VOOHUATWY Tou Nratog (Autodvoaon
Hratitida, Mpwtomadng XoAwkn XoAayyetitida) kat AL Alyotepo cuxVA OTWG €ival

Ta KAnpovouLkd voonuata (r.x. v. Wilson).

Ta autodvooa VOCAUATA TOU AMATOG €xouv kataxwpnbel otnv katnyopia twv
OTIAVLWYV Voo UATwV (rare diseases) BACEL TNG GUXVOTNTOG TOUG OTO YEVIKO MANBUOUO
(<1:2000). Av OpwG peTadpAOEL KAVELG TA VOUEPA O€ EVAV UeYAAO TANBUGUO, OTIWG
aUTOG TwV 25 peAwv g Eupwrakng Evwong, yla KaBe voonua e auTh T cuxvotnta
avtlotolyouv nepimou 230000 acBeveic. Emiong av pEXPL OTLYUNAG £XOUV aVAyVWPLOTEL
5000-8000 omavia voonpata kat 6-8% tou MANBuopoU TAcXEL amd €va OTAVLO
voonua, TOTE 0 CUVOALKOG aplOpog twv acBevwv pe omadvia voonuoata otnv EE
aveépxetal oe 24-36 ekatoppupla. Ou apBuol avtol kablotouv cadn TNV avaykn
Umapéng eEELOLIKEVEVWV KEVTPWY, TIOU TTAPEXOUV CNUAVTLIKO EVPOG UTINPECLWY, TIOU
adopouv TouG AOYOVTEG O€ ETIMESO MOPOXN G UTINPECLWY UYELOG, OGO KOL EPEVVNTLKO

€PYO O€ ouvepyaoia Pe avaloya KEVTPA TG NUedaAmig kal tng aAlodarmng.

H 61ebvig avayvwplon tng Maboloyikng KkAwikng tou M.O. kot tou Edkou

HmatoAoywkoU latpeiov oto MNavenotnuiako Mevikd Noookopeio Adploag & kot tou
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Epeuvntikol Epyaoctnpiou MaBoAoyiag tou Mavemiotnuiov OeccoAiog ota
QUTOAVOCO VOONMOTO TOU NTOTOG QTOTUTIWVETAL OTOUG akOAouBoug Oeikteg
noldtntag (quality indicators): tnv onuaviik €peuvnTiky SpaoTnELOTNTA, OTWG
daivetal and tig undpxouvoeg dnuootevoelg o VPnAol emumédou TMEPLOSIKA, TLG
XPNUOTOSOTACEL QMO QVIAYWVLOTIKA KOL KN OVTOYWVIOTIKA TIPOYPAUMOTA, TLG
TIOAAQTTAEG OUVEPYOOLEG e avTioTolya KEVTpA TNG AAAOSATIAG KL TNV amodeSeLYUEVN

kavoTnTa va Xelpiletal teToloug aoBeveig.

Ztov eANadiko xwpo n MaboAoyiky KAwikn tou M.0. €xeL 6N avayvwplotel ocav
«Kévtpo Imaviwv Madnoewv (pe éudacn otnv Autoavoon Hmatitda)» and to
Emotnpovikd kat 1o Alowkntikd ZupBouAlo tou Mavemiotnpiokol [evikou
Noookopeiou Adpioag, amd tn levikn Zuvéleuon tou Tunuotog latplkig tou
Maverotnuiou kot amno to Kévipo EAéyxou kat MpoAnyng Noonudtwv (KEEANMO).
ErutAéov, otnv KAwikn Aettoupyel Movada pe tnv enwvupia Kévtpo Imdaviwv
Nabnoswv (ue €udoaon otnv Autodvoon Hmatitda) mou €xet ndén OEK

3506/B/06.10.2017 and tig untnpecieg Tou MNavemotnuiov Osooaiiag.

AmnootoAn tou Kévipou Epmelpoyvwpoouvng Znaviwy Kot MoAUTAOKwWY voohdTwy
KOl OUYKEKPLUEVA yla Ta Autodvooa Nooruata tou Amatog (Ue €udacn otnv
Autodvoon Hratitda kat tnv Mpwtomadr XoAkr XoAayyetitida) eival o e0TLACUOG
oTNV MpWLKN Stdyvwaon mou €xel cad e 0deAoC yLa Tov acBevr) Kal To CUOTNUA UYELOG
kat n mapoxn vPnANg moLoTNTAG UNNPECLWY UYelag Baollopevwy o€ eEELOIKEVEVN
Slermotnuoviky opdda kot mapdAAnAa n Sievépyela vPnAol emumedou €peuvag
(KAWVIKAG KOL €PyaoTNPLAKNAG), TIOU OE OUVEPYAOoio HE OaVAANOYEG HOVASEG TNG
nuedamnng kat aAAodamnn¢ Ba Bonbrioouv otnv opBotepn Slaxeiplon tTwv acBevwv
QUTWV Kal TEALKO amotéAeopa tn BeATiwon TG MPOyvwong Kat tng moldtnTag {wng
TOUG.

AvaAuTikOTeEpQ, N amooTtoAn tou Kévtpou Eunelpoyvwpoouvng eivadt:

o No TopeEXeL OLETOTNUOVIKA TPOCEYYyLon TwV ooBevwv HE Ta €V AOYW
voonuata, mou adopd tnv mpwipn Stdyvwon, TNV mapakoAoubnon Kat tn

Beparmeia Toug
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Na kotaypddetal n SlayvwoTik TpoomeAacn, n mapakoloubnon kat n
Bepameia Twv aoBevWV AUTWY, €TOL WOTE OTAV XPELAOTEL va Umopel va
xpnotpornownBel yla va pehetnBel n ékBaocr) Toug

Na mopéxel e€elbikevpéveg umnpeocie olpdwvVA HE TG UTIAPXOUCES
katevBuvtnpleg obnyieg katl va kataypddel tnv MOLOTNTA TWV UTINPECLWY
autwv (outcome measures and quality control)

Na mapéxel CUUPBOUAEUTIKN yVWUN yla acBgvhAG Tou TOpAmEUMOVTAL amnd
ylatpoug eite tng mepLpEPeLag Eite TOU EUPUTEPOU EAAASIKOU XWPOU

Na OUMMETEXEL EVEPYA OTNV aPTLOTEPN EKMAISEUON KAl EMLOTNHOVLKA
katdption twv latpwv (Ewdikwv kat Ewdikeudpevwy) kabBwg Kat Tou
VOONAEUTLKOU KOLL TIAPALATPLKOU TIPOCWTTILKOU

Na cupBdalet otn SleUpuvon TOU POYPAKMATOG EKTIALSEVONG OE TPOTITUXLAKO
eninedo Me ouoTNUATIKA EKUABNON VEWV €PYACTNPLAKWY TEXVIKWVY KO
ouNTNON KALWVIKWYV TIEPUTTWOEWY, TIOU ATITOVTOL TWV TAPATIAVW VOOHULATWY
Na mpowbnoel tn ouvepyooia Pe AAAEG €LSIKOTNTEC TOU QIITOVTOL TOU
OVTLKELUEVOU

Na oupPdlel ouclootikd otn ekmaidevon atpwv ota mAaiola NG
e€eldikevong tng KAwikng HatoAoyiag, tnv omoia divel n NaBoAoyikr) KAwvikn
Tou I.0.

Na Stopyavwvel SLaAE€elg, nuepideg kal cuvédpla yla TNV EMPOPPWOn OE
Bépata mou adopouv oe Imdvia Noonuoata, Kat Kupiwg otnv Autodvoon
Hratitida kot tnv Mpwtonadn XoAwn XoAayyetitidba

Na oxebldoeL KAl vo TPAYUOTOTIOOEL KALVIKOEPYAOTNPLOKEG UEAETEG OF
ocuvepyaoia pe AaAMa kévtpa NG NUESATAG Kal Tou €EWTEPLKOU, TIOU Vo
adopouv otnv MaboyEveLa TWV VOO LATWY aUTWYV, TIBavoU§ POoYVWOoTIKOUG
Selkteg yla Ta voorpata autd Kol veéeg Beparmeieg.

Na €xel AUeon ouvepyooia HPE €TOLPEieg, opAdeG aocBevwy OE TOTUKO Kall
O1eBvéc eninedo, 6oL AUTEG UTIAPYOUV

Na cuvepyaoTtel evepyd pe aAa Kévipa Eumelpoyvwpoouvng tng NLESATAG
kat t™¢ aModamng ota mAaiowa Siktuwv Kévipwv Epmelpoyvwpoolvng

(networks)
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Opapa

To opapa tou Kévtpou Epmelpoyvwpoouvng €ival va omoTeAECEL TO TPWTOTIOPO
KEVTpo otnv EANada, mou Ba mapéxel uPnAol emumédou UTNpPecieg uyelag ota
Autodvooa voonpata tou Amatog (pe éudaon otnv Autodvoon Hmatitda kat tnv
MpwTtonadn XoAwkr XoAayyeLtida) amno SLEMOTNUOVIKH OpAada KoL Vo TIPWTOOTATH OEL
otnv Slevépyela €peuvag ota TAAiol Twv eykatootacewv tou Kévtpou eite o€

ouvepyoaoia pe aAa Kévtpa Epnelpoyvwpoolvng tng nuedamnig kat tng aAlodamng.
Afiec

e Akepalotnta — umevBuvotnta Kot 0pBr) MPooEyylon TNG OMOCTOANG TOU
Kévtpou

e Aflomiotia — mapoxn acdAAelag Kol OUSETEPOTNTAC KATA TN €KTEAECH TWV
Spaotnplotntwy Tou Kévipou

e Evbuvapwon 1tng opadag- mopoxn eukalplwv Slapécou ekmaibeuong yla
evioyuon Twv LKaVOTATWY TWV PEAWV TNG opadag

e Adoociwon otnv aploteia

e Kawotopia

e Afloniotia- aflomiotn e€eldikevon
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