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HepiAnym

Avtikeipevo: H mapovoo epyoasio mpaypoatevetor 10 pOAO TOL  UTOPOVV VO
SLOPOUOTIOOVY Ol €QAPULOYEG TANPOPOPIKNG VYEING MG TPOG TN OlELKOALVGN T®V
acHevV®OV TOL TAGYOLY OO KATO10 GTAVIO VOOTLLOL, GYETIKA LLE OVAYKEG 1] SVOKOAMES TOV
avtpetonilovy petd 1 odyvoon. Edikdtepa, m epyacio eotTidlel oTOV 0p)IKO
oXeOOGUO Yo TNV OvATTUEN EPYOAEI®V TANPOEOPIKNG oV Bol avtamoKpivovTol oTIg
avlykeg TV 000EVOV e VELPOUVTKA KOl VEDPOEKPLAICTIKE GTAVIO VOOT|LoTe OTOV
avtol emBovpovy va petapepfohv 6e GAALO TOTO Y1O0L TOVPLGTIKOVE /KoL BEpATEVTIKOVG

GKOTOVG.

210Y0G: ZYETIKA LLE TO GLYKEKPIUEVO OVTIKEIIEVO LOICTATOL EPEVVNTIKO KEVO TOGO GTNV
eEAMMVIKY), 000 Kot ot debvn PipAoypapio. Xkomdg g epyaciog eival va tomodetnost
éva MBapdt oTnV KEADYT QVTOD TOV EPEVVITIKOD KEVOV, UEAETMVTOG TIC AVAYKEG TMV
actevav pe omavio Voo HaTa, 0im¢ g TPog TV £EEOIKELIEVT avalTNon KoL XP1oT
TOVPIOTIKOV Kol OEPOUTEVTIKOV VIINPECSLOV, SEPELVAOVTAG TOUPAAANAA TOVG TPOTOVG Kot
TI TPOOTTIKEG KAALY™NG avTdV TV avayk®v oty EAAGda pe ypnomn texvoroyimv

TANPOPOPIKNG KO ETKOIVOVIDV.

Me0Oodoroyia:  MeBodoroywd  mpaypoTOMOMONKE  GLUOTNUOTIKY  OVOGKOTNOM
Bproypapiag péom mnAektpovikdv Pacewv dedopévov  (Pubmed, Orphanet &
Orphadata, Medscape, Elsevier, Taylor & Francis Online, SpringerLink, Google
Scholar, Eurordis, Evporaikd Aiktva Avapopdc). Osmpeitol okomuo va devepynel
oT0 HEAAOV KOl TPMTOYEVNG €PELVA, KATL TO 0moio MTav adOVOTO GTO TAMICIO T®V

OLGTNPAOV YPOVIK®V TEPLOPIGUAV TNG TOPOVGUS EPYACTOS.

Anotedéopara-IIpotacn: To ondvia voonuato Topovctdlovy GLYKEVIPOTIKA LYNAN
naykoco enintoon. Ov acbeveic mov mhoyovv amd TéTole VOSHHATO X0V vk,
TEPOL OO TIG WOTPIKEG KOl POPHUKEVTIKEG VIINPECIEG, CLUTANPOUATIKEG VINPECIESG TOL
UTOopovV vo. BEATIOCOVV TNV TotdTNTo TNG LG TOVG. O TOVPIGUOG Kot 1] ovony vy, 101mg
otav ocvvovdlovior pe duvatdtnTeg BepameLTIKOV TOPEUPACEDY, OTWOC OTOKATAGTAOT
Kot avokoOelon ond tov movo, dHvavTol v EYouv TOAAATAL 0PEAN Yoo TV TOldHTNTA
Long tov acbevav e omavia voonuoata. [Ipotacn tng mapodoag epyoaciog amoTeAel N
avamtuln  epyolreiov  TANPOQOPIKNG  €EATOUIKEVUEVIG TIANPOQOPNOoNG  (eQapuroyn
OLOIKTOOL KOl KIVNTMOV GLOKELMV), TO Omoiol Vo avtoamokpivovior 660 to duvotd

TANPECTEPA OTIG TOVPLOTIKEG Kol OepomenTikég avaykeg TV acevdv pe omivia



VOONUATO, TOPEYOVTOG TOLG TAnpoopieg kot kaboonynon vy mpocPacmn o€
e€e1dikevpéveg vimpeoiec. H avantuén tov spappoydv (web kot mobile application),
pe ovvakoAovdn aflomoinon erebBepa S100éciU®V TANPOPOPIDOY KOl OEOOUEVOV KOl
a&10moinon ¢ SAEITOLPYIKOTNTAS CLGTNUAT®V, PUTOPEl VO ATOPEPEL CTULOVTIKO Kot
outtd 6peAog: apevog otnv moldtta {m1g TV acbevdv mov {ouv He GIAvVIo. VOO LOTAL,

Kot 0QeTEPOV GTNV AvBiom evOg vEOL KAAGOL TOVPIGHOV VYEiag oty EAAGS.

AéEsic-khedd:

Epapuoyéc Kivnrov Zvokevav, Eeapuoyéc Awndiktoov, Tovpiopds Yyeiag, Emavia

voonuato, EEatopikevpévn mAnpoeopnon, AteAeltovpyikotnTa



Abstract

Objective: This paper examines and discusses the role of health IT applications in
terms of facilitating patients suffering from a rare disease, regarding needs or
difficulties they face after diagnosis. In particular, this work focuses on the development
of information technologies and tools that can meet the needs of patients with rare
neuromuscular and neurodegenerative diseases when they wish to move to another

place for tourism and/or therapeutic purposes.

Purpose: There is a research gap in this field, both in Greek and international literature.
The purpose of this paper is to assist as possible in the filling of this research gap,
studying the needs of patients with rare diseases, in particular as regards exploration and
use of specialized tourism and therapeutic services, exploring at the same time the ways
and perspectives of meeting these needs in Greece with the use of information and

communication technologies.

Methodology: Methodologically, a systematic review of the literature was conducted
through online databases (Pubmed, Orphanet & Orphadata, Medscape, Elsevier, Taylor
& Francis Online, SpringerLink, Google Scholar, Eurordis, European Reference
Networks). It is considered appropriate to conduct primary research in the future, which

was impossible under the strict time constraints of this study.

Outcomes-proposal: Rare diseases have a cumulatively high global impact. In addition
to medical and pharmaceutical services, patients suffering from such diseases need
complementary services that can improve their quality of life. Tourism and recreation,
especially when combined with therapeutic intervention features such as rehabilitation
and pain relief, can have multiple benefits for the quality of life of patients with rare
diseases. The proposal of this work is the development of information technologies and
tools of personalized information (web and mobile application), which can respond to
the tourist and therapeutic needs of patients with rare diseases, providing information
and guidance for access to specialized services. The development of the applications
(web and mobile), with consequent utilization of freely available data using
interoperability, can bring significant benefits: to the quality of life of patients living

with rare diseases and to the flourishing of a new health tourism sector in Greece.
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Evyopotipro onucioua

Oa nbeio va evyopiotnow Oepuc. tov emPAETOVTIO. THS TEMIKNG UOV €PYOOTIOS K.
Euuovoonl. Zovlio yra v molbtiun fonbeia ko v kaBoonynon mov Hov TPocEépepE,
1000 KoTo. TV €CE0IKEVON TOV Béuotog, 000 Kot kal’ O0An ™ Oidpkelo. eKTOVNONS THS

Tapodoag epyooiag.

Oo. n0sho, axouo, vo gvyopiotnow ) ovvaoelpo kor giln ka. Mopilln Pouiaon yo
ovvolikn Ponbeia kar otnpiln te.



[Tepreydueva
TLEPTATIUT ¢t 3
ADSIIACT. ...t 5
KOTOAOYOG EUKOVOYPODIIONG - vviveertieieiiiieie ettt 10
KOTAAOYOG TTIVICDV ..t 10
TTIVOKOG ZUVTOLOYPOUPUDV ..veeeeenieesineesiee s eree e e e ne e s e nne e e e ne e e nneennnis 11
EUOOY YT ¢t s 12
A EoL S T O 1o YW 4 1 SO PRT PR 14
KOPIOG OELLOL . 16
Ke@AAo0 1. ZIAVIO VOOTILLOTOL .vveuviiriiiieirisie it 16
1.1. Ataovvoprokr] TepiBOAY KO CTOVIO VOCTILOTOL «vvevrvreeirreesrreeessreeesireeessneesnns 17
1.2. Evpomoikd ATKTUO AVOQOPOS «.ovveevieiirieiiie et 21
Kepdrawo 2. Yrnpeoieg 10 aG0VEIS LE CTLAVIO VOCTILOTO «.vveveeeneesire e 24
2.1. EEE1OKEVUEVES KOWVOVIKES VIITPEGTES .vvervveinreeririeiee e eiee s e sne e eneens 25
2.2. TTapnyopntikiy @PovTido Kot OEPATEVTIKOC TOUPITHOG «nveevrearreerireareesireaeeens 27
Kepdiato 3. Ogpomentikdg Toupiopog ylo oravie voorpata otnv EAAGSa. ............. 30
3.1. Nevpopvikd Kot VEOPOEKPUAIGTUKA GTIOVIOL VOOTILLOTOL «.vvvererreerarreesireeenieeennens 30
3.2, AVAYKES TOV OGOEVAIV. ..ottt 34
3.3. TIpOOTTIKEG Y10 TNV EAAGOO .. vvveiiiie ittt 40
Kepdrawo 4. EEatopkevpévn mAnpopopnon yia toug acbeveis. Anpovpyio
EQPOUPUOYNG CEPIONECN. ...eviuiiiiiiiiiciiiie et 43
4.1. Apyrtektovikn Kot SOUIKA GTOTXELD SLUOIKTVOKNG EQOUPLLOYNG «vvervreerreerrreareenns 47
4.2 X PTIOTEG e uteetei etttk 48
4.3. Agdopéva Kot ALOAEITOVPYIKOTNTO UE AAAL GUCTIHOTO .vvervveenreerereasveesereaeens 49

4.4. Evdektikd mopdoetypao xpnong e epapproyns otadtktoov (web application) 1y

KWNTNS GLGKEVTG (MObile appliCation) ......ovvveviiiiiiiieiieieseee e 52
4.5, SWOT AVOAUON....eeiieieiie ettt ettt ettt st sie e nbe e sneenee s 54
RN e T D VYU T T Lo o i o TSP OPRT 56

BUBAOYPODIOL .. 59



E.Z. A A A., Mobvptlov Mapia, © 2020 - Me v em@oAaén mavtog dtkoumpartog (KET’
EKTIOOEVTIKT] CELPA).

AHAQXH

«Anlaovw pyta 0Tl § TOPOLEa EPYOCIO OTOTEAEL ATOKAEITTIKG, TPOIOV TPOGWTIKNG
epyaoiog, 0ev mopofialel ko’ Omo10VONTOTE TPOTO TVEDUOTIKG OIKOLWUATO TPITWV
Ka1 0€V €IVAL TPOIOV UEPIKNS 1 OMKHS aVTIYPOPHG.

AbnMva 19/09/2020

1)

Mapio Movptlov




10

Katdroyoc Etkovoypdoenong

Ewoéva 1. Eurobarometer «Patients’ rights in cross-border healthcare in the European

Union» 2015 (European Commission, 2015). ..c.ccoiiviiiiiiiiiiiiee i 18
Ewoéva 2. Atacvvopilaxn kivntikotra achevov 2016 (EEZ, 2019)....ccoeviieiiiieeen, 20

Ewova 3. Tlopeio evacydinone pe ta Xmévio voonuoto kot onpovpyiog tov EAA

(BEE, 2019). ovvvooevveeeeeeeoeeeeeeeeesseseeseseesesseseesssseeesses s s e eeesseseeessseeeseseesssesees s eesseeeees 21

Ewova 4. Tlapoyor vysovopkng mepiBaiyng mov eivar pédn tov EAA, 2019 (EEZX,
2009). et b et bbbttt bbb e ne e 23

Ewova 5. Specialised Social Services for Rare Diseases in EU (Eurordis, 2014). ........ 26
Ewova 6. Avayvopiopévor lapatikoi @vcucoi TIopot otnv EALGda (EOT, 2020)........ 41

Ewova 7. Evdewktikog oyedlacpog epapproyng «Epione» yu kivntég ovokevéc. 1dia

ene&epyacio pe 10 AOYIGUIKO MIT @pP INVENTOT. .oovveiiiiieie e 46

Ewova 8. Evdewtikdc oyedoaoudc Sadiktvakng epapuoyns «Epioney. Idia

eneEepyacio e TO AOYIGHIKO WEbNOAE. ....oooiiviiiiiiiiiic s 46

Katdioyoc [Tvaxkwv

[Tivaxog 1. Avaykeg ac0evdv-BiBAOYPOOIKT) OVOGKOTNOT. .ouvveeivreeriiieesiieeesiieeesiveeeens 38

[Tivaxog 2. Swot Analysis yio v avdntoén tov Bgpamevtikod Tovpiopod PEC® NG

L0 1o VLo Tt = o] o] L= USSR 55



[Tivaxog Zvvtopoypapiomv

EAA: Evponaikd Alktva Avagopdg

EE: Evponaixn 'Evoon

EOIIYY: EBvikdg Opyaviopds Iapoyng Yanpeoiwov Yyeiog
EOT: EAAnvikog Opyaviopog Tovpiopon

MMM: Méoa Malwmng Metagopdg

noy: [Moykoouog Opyovionodg Yyetog

11



12

Ewcaywyn

Ta omévia voonuato amd ™ @von tovg ennpedlovv Atydtepa dtopo am’ OTL Ol MO
Kowég acBéveleg kol avamnpieg. 201060, GLYKEVIPOTIKA TO OTAVIOL VOO LOTO
emnpealovv meprocdtepovg amd 263.000.000 avBpodmovg maykoouiog (Nguengang
Wakap, et al., 2019). Avtég ot acBéveieg eivarl ypovieg, ameAntikég v ) (on Kot
wwaitepa £0v0evOTIKESG, EVD AOY® TIG GTOPUdIKOTNTAS TOVS PBpickovial 6Tto TepBmpPlo
TOV ONUOCIOV TOAITIKAOV Yo TV VYEld, OAAG Kot Tov WoTk®Ov tpotofoviimy. H
TAEoYNei TOV omdviov voonuatwv oev Oowbétel worpikn Oepameion Ko €tol
TPOTEPAOTNTO TV AGHEVOV HETA TN Jdyvmon glval 1 Sl Elplon TOV GUUTTOUATOV

kot M Pedtioon g rowdtrag ™G {ong ToVG.

O Bepamevtikdg TOLVPICUAC, 0 OTTOI0G AVAPEPETUL GE BEPATEVTIKES VIINPETIES TTOV
AeTOVPYOHV  GUUTANPOUOTIKG ®G TPOS TNV  WITPIKY]  OVTILETOTION acHevelOV
(BokooooBepaneieg, amokaTAGTACN O©TN EVUOT, OUATIKEG TNYEG K.0.), Umopel va
Bonbnoet onuavTikd 6TV OvVOKOVEIOT) TOV GUUTTOUATOV Kol otnv Peitioon g
nmoldtrog Long Tov aclevav pe ondvia voonuata. H EAAGda, Adyw tov kAipatog, Tov
(QLOIKOV TNG TAOVTOV, TNG VITAPENG TANODPOS LOUATIKAOV YDV Kot Odhaccagc, dabétel
ONUOVTIKO OCULYKPITIKO TAEOVEKTNUO MG TPOG TNV OvAmTuén Tov  Bepamevticod
ToVpIopoV. 261000, o1 AvOpwmotl Tov Lovv He £vo. GTAVIO VOO £XOVV OVAYKT oo
eEeldikevpéveg vmpeoieg Katl aldOmotn TANPOPOPNON TPOKEUEVOL VO TAELOEYOVY GE

évav Tpooptopd yo BepameVTIKO TOVPIGUO.

H mapoboo epyocio €xet ©g otOY0 vo OEPELVNGEL TOLG TOPATAVED
TPOPANUATICUOVS KOl VO OVOOEIEEL TIG TPOOTTIKES KO TO. OQEAN OV TopoLGLalovTol
v v EAAGSa, aAAd xor yuo toug acBevels. Ilpdtaon g epyaciog amoterel M
onuovpyio epyareimv TANPOPOPIKNG EENTOMKEVUEVIC TTANPOPOPNONG Yo AoBEVEIC LUE
OTAVIO. VOCT|LOTA, TO. Omoio. o avTamokpivoviol GTOYELUEVE OTIC OVAYKEG TOVG,
TPOKEWEVOL avTol va dtevkolvvBohv oty avalntnon Kot y¥pioN TOVPICTIKMV Kot
OepamEVTIKOV VINPECIDOV. ZVYKEKPLUEVO TPOTEIVETAL 1 OVATTLEN OGS OLUOIKTLOKNG
EQOPUOYNG KOL LLOG EPOPUOYNS Y0 KIVNTEC GUOKEVEC, 01 0TToieG dvVaVTAL Vo GLUPAAOVY

Kaiplo 6TV €vioyvon Tov KAASOL TOL TOVPICUOV VYELNG GTN YDPOL LLOG.

AVOALTIKOTEPO, OTO TPMOTO KEPAAOO TNG €PYOCIOC TPOYUATOTOEITOL o
eloaymyn o€ Pacikd dedOUEVO GYETIKA LE TOL OTLAVIO VOGTILOTOL. TN GUVEXELN OLVOAVETOL

10 eVPOTAiKS Beckd TAaico Yo T dtacvvoplakn TepiBoiym Kot 0 pOLOG TOV AVTO
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Srodpapatifel oYeTIK e TIC OTAVIEG AGOEVELES, AALA KOl TV EVIGYLGN TOL TOLPICUOV
vyeiog petald tov kpatodv-pedmv. Télog, mapovcialetor 1 Aettovpyio Kot 11 cLUPoOAN

tov Evpondikov Aiktoov Avapopds 1o To Gaviol VOGT)LOTOL.

210 0e0TEPO KEPAANO HeAETATOL M VIOPEN EEEWOIKEVUEVOV VINPECIOV Yol
avOp®OTOLG TOV TAGYOVV OO GTAVIN VOGTILOTA KO 1] GNLOGI0 TOVG Y10, TNV VITOGTNPIEN
Kot tn Bertioon e modmrag Long Tov aclevay. Zuykekpiuéva, YIVETOL avapopd oTIg
e€eOIKEVIEVEG KOWVMVIKEG VTINPEGIES Yoo omdvia voopato mov Asrtovpyodv oty EE
KOl OTIg VINpecieg Oepamevutikod TOLPIGHOL KOL OVOWYVYNG 7TOL  ovadVOVIOL TO

TeEAELTALN YPOVIO TOYKOOUIWS, GTO TAAIGLO avATTLENG TOL TOVPIoUOV VYETXG.

210 TPpito KEPAAOO EEEIOIKEVETON TEPAITEP® TO OVTIIKEIUEVO NG €PELVAG,
HEAETOVTOG TIG EMUITTAOCEL; TMOV VEVPOUVLTKAOV KOl VEVPOEKPULAICTIKOV OTAVI®V
Voo UAT®V Kot TIS avaykeg Twv acevdv mov mdoyovy amd avtd, 16img ™G TPog TV
ATOAOLGT OPAGTNPLOTHTAOV OVOYVYNG KOL TOVPIGLOV, TNV TANPOPOPNOT TOVG KOl TIG
TaIOIOTIKEG TOVG OMOTIGELS. TN CLVEXEWNL EEETALOVTOL Ol TPOOTTIKEG OVATTTLENG TOL
Oepamevtikod TOLVPIGHOV otV EAAGOG TPOKEWEVOL VO PUTOPEGEL VO OMOTEAECEL

Ta&O1OTIKO TPOOPIoUO Yo TOV TANOVGUO HEAETNG.

210 T€TOPTO KEPAANLO TTPOTEIVETAL 1 dNUOVPYIN SLUOIKTLOKNG EQPAPUOYNG KO
EPOPLOYNG KIVIITOV GUCKELMOV EEATOUIKEVUEVIG TTANPOPOPNONG Y10 TOVG 0oOevelg pe
OTAVIO. VOCTLOTO, HEG® TV omoiwv Bo UTopovv va TANPOPopNOBoLY GYETIKE UE TIG
vaNpecieg BEPAmELTIKOD TOVPICUOD TOV VPIGTAVIOL GTN YOPA oS, KaOdg emiong Kot
v ta owbéopa Kévipa Epnepoyvoposivvng mov Asttovpyodv yio To voOonpd tovg, v
npocPacn o€ emetyovca @Povtida, TIG OpACTNPOTNTEG AVOYVYNG Kol GCKNOMG, To
onueio TOMTIGTIKOD EVILOPEPOVTOG GTNV EKACTOTE TTEPLOYY|, TV TPOCSPACILOTNTA K.O.
Ol to mopamdve oedopéva sivar elevbepa dabéoo ko Ba aglomombodv pécw

OLAELTOVPYIKOTNTOC.
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MebBodoroyia

MeBodoAoyikd mpaypoTonoOnke cLGTNUATIKY] ovooKOnnon BiAoypapiog, Kab®G,
TOPOAO TOV OTO GCULYKEKPIWEVO Béua M mpowtoyevig €pevva Bo Mtov eopetikd
ONUOVTIKY, VANPYE 1W0iTEPA CLUTIEGUEVO  Ypovikd mepiBmpro. Ewdwotepa, m
avalntnon wpayparoromdnke and tov lovAo tov 2020 péypr tov Xemtéufpro tov
2020, otig nhektpovikég moAeg Kot Pacelg dedopévav: Pubmed, Orphanet & Orphadata,
Medscape, Elsevier, Taylor & Francis Online, SpringerLink, Google Scholar, kafdg kot
oT1g emionpeg otooeAidec g Evponaikne ‘Evoone AcBevov pe Emavia Nooruota

(Eurordis) kot tov Evpondikdv AKToov Avapopdc yia To. ordvio, voouotol.

Evdewktikd, o1 Aéfeic-khedd mov  ypnoipomomdnkay o€ d1dpopovg
ovvdvacpovg  ywo. v avo{itmon MNtov: rare diseases, neuromuscular and
neurodegenerative rare diseases, patient needs, social needs, information needs,
priorities, travel with rare disease, adapted holidays, quality of life, symptom relief,

rehabilitation, palliative care, balneotherapy, aquatherapy, curative tourism.

Ta xpumpla  €vtang Kot omoKAEICUOD TOV UEAETOV OO TNV OvVOCKOTNoN
NTOV: o) Ol LEAETEG VO OPOPOVV TIG OVAYKEG TOV 0cOeVAOV e omdvia Voo |Lata, 101mG
VEVPOUVIKE KOt VELPOEKPVAGTIKG B) va €0TIALOVV OTIG KOWMOVIKES OVAYKEG KOl TIC
AVAYKES TANPOPOPNONG, V) VO UNV a@opodyv MTHUATe SLdyvOons Kot QOPLOKEVTIKNG
OVTILETOTIONG 1 AVATTLENG OPPAVAOY POPLAK®V KOl ) VO £X0VV ONUOGLEVTEL EVIOG TV
TEAELTAIOV OEKATEVTE ETMV. XVYKEKPLUEVE, G€ OTL aPopd To BEpa Tov Bepamevtikon
TOVPICHOD KPUTHpla EVIOENG MNTAV O GUCYETIGUOS TOV HE OTAVIO. VELPOUVIKE Kot

VEVPOEKPVAMOTIKA VOCTLLOTOL KoL 1] ONUOGIEVOT] EVIOG OEKATEVTE ETMV.

Yuvolikd, mpoékvyav Tave ond 3.500 amoteléopata and T1g avalnTNoElg oTIC
avOTEP® PACELS OEOOUEVOV, HE TNV TAEOYNEIO TOVG MGTOCO Vo 0Eopd eite
Olyvmon), €lTe TNV QOPUOKEVTIKT OVTILETOTIOT TOV GTOVIOV VOOUAT®V, YEYOVOS TOV
exmintel omd ta Kprenpio Evragng. Ot peAéteg mov kavomrolovoay to Pactkd Kprtipla
évrang kor oforoynbnkav ¢ mANpeg Keipevo Nrav 78 kot amd  oUTEG
ocoumepnednkav omv moapovoa oavookénmmon 21. Ot Adyor amokAelopold ToV
vroAewmopevev 57 peletdv oyetiCoviar katd Pdon pe EAAewyn ApeoNg CLVAPELOG

aVOPOPIKA LE TOVG EEEIOTKEVUEVOVS GTOYOLG TG Tapovoag epyaciag. ' mapdderypa,

! https://ec.europa.eu/health/ern/networks_el



https://ec.europa.eu/health/ern/networks_el
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OPKETEG UEAETEG TOL  OVOPEPOVTAV OTLS KOWMVIKEG OVOAYKES KOl TIG OVOYKES
TANPOPOPNONG TV acbevav eotialav oe {ntnuoTo eKmaidevons 1 aracyoAnons, To

omoio 0evV AmoTEAOVV GTOYEVOT) TN GLYKEKPIUEVNG EPYOCTOGS.
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Kvping O¢na
Kepaiaio 1. Zmdvio voonpota.,

Ta ondvia vooruota yopoktnpilovtor amd LYNAN KAVIKY €TEPOYEVELD, YOUNAO
EMMOAMAGHO KOl YEOYPUPIKY OVIGOKATOVOUYZ, YEYOVOC mov kobiotd SVGKOAN
Slyveon Kol TNV OVIWETOMON Tovs. AdY® NG omopadikOTTdg TOLG Kot TNG
petopévng mrnong ovopdlovtor emiong «opeoavéc acbéveleey, kabmg otepovVTIL
EVOLPEPOVTOG TOCO OTd TOVG EPEVVNTEG, OGO Kol amd TiG eappakofrounyavieg (Pifiol,

et al., 2017; Ynovpyeio Yyeiag, 2008).

Agv vrapyet £vag eviaiog, evpEmG amodeKTOC OPIGHOG Y10l TOL GTTAVIO. VOOTLLOTAL.
O1 meplocoTEPOL Oplopoi wotdso Pacilovial oTov apdd TV ATOU®OV TOL TAGYOLV
amd po téroto achévela. Xoppova pe tov optopd e Evponaikng ‘Evoong (epegng
EE) éva voonua bewpeitan omavio otav ennpedlel 1 ota 2.000 dropa (Orphanet, 2012),
VO COLEOVO. e TO OUEPIKAVIKO Becpkd mAaiclo éva voonua Bewpeital ordvio dtav
emnpealel Aydtepovg amd 200.000 avbpdmovg N mepimov 1 otovg 1.500 (USA
Congress, 2002). Qot660, GLYKEVTIPOTIKA, &xovv Kotoypoesi 6.000-8.000 ocmdavia
VOGNLOLTO, TOV EKTIHATOL TG eMNPeAlovv mepimov 27 pe 37 eKOTOUUDPLN EVPOTOIOVS
Kot 263 pe 446 ekatoppdpila avOponovg maykoopiong (Nguengang Wakap, et al., 2019;
EOAY, 2020; European Commission, 2017).

epimov 10 72% TOV GMOVIOV VOGUAT®V Eival YEVETIKAC TPOAEvonc’, evd
TOAAGL amd ovTd glvar xpovia, ovioTo Kol EKQUAICTIKG VOCHUOTO TTov emnpedlovv
OPACTIKA TN AELITOVPYIKOTNTA Kot TNV Tordtnta (NG TV achevdv, EmEEPOVTIG GUYVE
Tpoémpn Bvnodtta. ATd TV EVapEN TOV CLUTTOUATOV UEYPL TNV 0pON O1dyvmon
evOG OmAVIOL VOO UOTOG HEGOAaPOUV Katd péEGo Opo 1O €Ady1oTO 5-6 €11, €VA Ol
acbeveic mov mhoyovy omd KAmOl GTIAvVIe VOO Kot 0€ AapuPdvovv moté didyvmon

etavouv péypt ko o 50% (EURORDIS, 2020; Nguengang Wakap, et al., 2019).

2 Kupiog My ¢ yeveTkhc motkihopop@iog Tov mAnducpod, oA kon AAmY TepiBoAlovTKdY Kot
Kowavikav topoaydviev (Nguengang Wakap, et al., 2019).

3 TRuepa eivan yvwoti N yevetum mpoélevon mepinov 4.500 ondvimy voonudtov (Stephens & Blazynski,
2014).
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Modoudtepn €pevva ¢ Eurordis* o 6.000 svpomoiovg mov mhoyovy omd
ondvio. voonuota £0eie, petald dAhwv, Ot 10 25% tev acbevov ypeldotnke va
Tal106YEL OE JLOPOPETIKT TTEPLOYN BOTE VO AAPeL didyvoon, eved 1o 2% Ttwv aclevov
ypewdotke va tadéyel oe GAAn yopo (EURORDIS, 2007). Avdioyn épgvvo mov
npaypatorondnke oty Kiva £0eiée mog 67.13% twv acBevdv dtoyvdotnkoy pLakpld
Ot TOV TOTO KOTOKING TOVG Kot Ta&ideyay Katd HEGo 0po 562 YIAOUETPO TPOKELEVOD
va Aapovv didyvmon (Yan, et al., 2020). To @awvopevo avtd anokaAeitar otn d1ebvn
BBMoypapia kot ¢ «doyveoTiK) 0006GEI, KAODS TEPIAaUPAvEL GUYVEG EGOAAUEVES
OYVAGCELS, EMAVELEYYOVS Kot HaKPVE Ta&idlo TPOKEUEVOL VO VITAPEEL L0l OPLGTIKY|
ddyvoon evog ondviov voonuatog (EURORDIS, 2020). H idw duokoAia cuvavtdtot
®OTOCO KOl LETE TN SLAYVMOT|, OC TPOG TNV AVTILETMTIOT] TOV CTAVI®V VOOT|LAT®V Kot
TOV CLUTTOUATOV TOVC. ¢ TPoc avtd Ta Qovopevo, kKaboplotikd polo otn
dtevkodAvvon TV acbevov dtadpapatiCovv ot ToAtikég dtacvvoplakng Tepifoiymg kot

N KATOAANAN TANPOQOPN o).

1.1. Awacvvopilaxn mepiBaiymn Kot Gavio VOGTLLOTA.

H Odnyia 2011/24/EE mepi epappoyns TV SIKolopdtov Tov aclevov 61o TAaiclo g
SlIGVVOPLOKNG VYEIOVOUIKNG TTEPiBaAymc amotelel opoGNUO Yoo TN O1EVKOALVOT TMOV
acHevdV oL TAGYOLY ad GTAVIN VOSTILOTO, KAOMG avayvmpilet TIC 10101TEPOTNTES TOV
onaviov voonudtov (EAAEWYT  EUTEPOYVOUOGUVIG, TEPLOPIGUEVEG OEPUTEVTIKEG
TAPEUPACELS K.0.), TNV OTOATION Y10 GUVEPYOTIKN-OLOOIKT TPOCTADELD AVTIUETDOTIONG
TOUG KOl TNV avAaykn ompOcKOMTNG KIVNTIKOTNTOS TOV 0aclevedv dote va €xovv
npdcPacn o€ moloTiKOTEPN ddyvoon kol wepiBaiyn. Me avtd tov TpoéTO awEdvovtat
ONUOVTIKA Ol OloyVMOTIKEG Kol Oepamevtikée €mMAOYEC TV oobevov pe omivia

VOGTLOLTOL.

Meto&h dAhov, m odnyio yw ™ Jwocvvoplokn wepiBoiyn (Evpomaixd

KowoBovio & Xvppovio EE, 2011):

4 H Eurordis amotehel pia pun kepdookomkh cuppoyio Hetaéd 929 svdosmv achsvav e omévia
VOGHOTO OO 72 EVPOTATKEG YDPEG KL TAPEYEL GCTOVOAIO EPYO GTOV TOUEN TOV CTAVIOV VOO LATOV
(EURORDIS, 2017).
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o  Awoc@oAilel Ta OIKOMOUATO TOV TOATOV OC TPOG TNV TPOCPACT) GE TOLOTIKY
vyelovopkn mepiBaiyn oe oAokANpn Vv EE Kot ©g mpog v emoTtpor| Tmv
€EO0MV Y10l TIG VYELOVOUIKES VIINPEGIEC TOL EAaParv.

e ALEUKOADVEL TN OTEVOTEPT GLVEPYACIO GE W0 GEPE TOUEMY, Kot 1O1¢ GTOV
TOULEN TNG NAEKTPOVIKNG VYEIOG Kol TNG O1OCLVOPLOKTG AVTOALXYNG OEOOUEVOV.

e  Awoc@oAilel ™MV &ykvpn Kol £YKoupn TANPOPOPNON TOV TOMTOV CYETIKA TO
OIKOIOUOTO TOVG KOl TOLG KOVOVEG, TO VOMKO TAOIGIO Kol TO TPOTLTO
nepiBodymg oe kdbe KpaTog-pérog, pécm ¢ Béomong tov «ebvikdv onueiov
emaency. v EALGda eBvikd onpelo emaeng ywo ™ dtacvuvoplakn mepiBoiym
amoteAet 0 EBvikog Opyaviopog IMapoyng Yanpeoiwdv Yyeiag (spe€nc EOITYY).

e Awgvkolvvel v mpdcsfact TV achevdv Tov TAGKOLY OO GTAVIK. VOOT|LOTO

OTNV VYEOVOLUKN TTEPIBaAY.

Onog avtikatontpiletor otnv €kova 1, 0 onuUavTiKOTEPOG AdY0S avalntnong
vyelovoukng mepiBoiyng oe GAAo Kpatog-uérog etvonr 1 Aqym Oepomeiog mov oev
dwtifeton ot YOpa SAHOVIG, EVA 0e0TEPOG AOYOG €ival M KOAOTEPN TOLOTNTO NG

nepifaiyng (European Commission, 2014).

QDY, For whiah of the following reasons, would you be willing 1o travel 1o
another EU country 1o recolve moedical treatmeoent? (MULTIPLE
ANSWERS POSSIBLE)

To recaive treatment that s not

avallable in (OUR COUNTRY) EE—

To recelve botter quality treatment IR 0%

To recalve troatmeont from o

[ JEO
renownaed specialist i
To recelve treatment more quickly GGG 1%

To recelve cheaper treatment IIEEEGEGEGEGEGE 2%

o recaive treatment from a
provider that |s closer to your il 0%
home

Other (SPONTANEOUS) B 2%

Don't know B 2%
@ Fu28
Basa: thoso willing to travael to anothar EU country
to recalve maedical treatment (n=13,503)

Eiwcova 1. Eurobarometer «Patients’ rights in cross-border healthcare in the European Union» 2015 (European

Commission, 2015).
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H odnyia mapeiye onpovtikd kivntpo avamtuéng Tov Toupiopov vyeiog petald
TOV  KpoTtdv-pehdv. Bdost  tov  tElevtaiov  GYETIKAOV  UETPNOEOV OV
TpaypoatoromOnkay, OTMS eaiveTorl Kot otnv kova 2, 1o 2016 o1 evpwmaiol TOAITES
ov peTakvnOnkov yuo Adyovg dlacvvoplokng mepiBoiyng avépyoviav oe 213.096
(EEX, 2019; European Commission, 2016). H y®pa mov d&xOnke tovg TePIocOTEPOVG
acbBeveic Nrav M Iomavia (46.138), wotdco ko 1 EALGSa Ppiokdtav oty 11n Béom
dgyouevn 5.639 eioepyouevoug achevels amd GAla KpAaTn-péEAT, apob amoTeAEl AALMOTE
Kot évay dtaypovikd tovplotikd mpoopioud (Pakla, 2017; Sarantopoulos & Laloumis,
2015; EEX, 2019). Iopatnpndnke mopdAinio moAd vyniog apBuds e&epydpevov
acBevav amd t [odAio (146.054 acBeveic), pe ™ Aavia kot ™ Oravdio va

aKoAovBovV Tapovcslalovtoc ®oTdco peYAAN amokAon (25.343 ko 11.427 acBeveig

avtiotoya) (EEX, 2019).
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ELogpyopevol agBeveic To 2016

Xwpa ApLBuoc acBevwv
IZMANIA 46138
MOPTOrAAMIA 32 895
BEATIO 27 457
FEPMANIA 27034
NOYZEBOYPIo 12 530
TZEXIA 12 300
EZIOONIA 10 044
ITANIA 9335
MOAQNIA 6 545
MOAQNIA 6162
EANALA 5639
OYITAPIA 4169
AYZTPIA 2437
KPOATIA 1680
KATQ XQPEZ 1653
HNOQMENO BAZIAEIO 1646
POYMANIA 1003
BOYATAPIA 686
IPAANAIA 674
MAATA 463
PINAANAIA 403
FAANA 37
ANBOYANIA 369
NOPBHTIA 327
ZAOBAKIA 259
KYNPOZ 254
LANIA 198
AETONIA 167
IZNANAIA 141
ZNOBENIA 117
Zuvolo 213 096

Xwpa ApLBpog acBevwv
FAAANIA 146 054
AANIA 25343
PINAANAIA 11 427
NOPBHTIA 10 301
NOAQNIA 8647
ZAOBAKIA 6110
INOBENIA 1835
HNOMENO BAZIAEIO 1113
IPAAMNALA 791
TZEXIA 401
TZEXIA 277
ITANIA 201
KPOATIA 200
POYMANIA 130
EZ@O0NIA 80
IZAANAIA 53
BEAIO 30
AETONIA 27
AIOOYANIA 19
KYNPOZ 13
IZNMANIA 11
EANALA 10
AYZTPIA 9
BOYATAPIA 5
MOPTOrAAIA 5
MAATA 4
FEPMANIA Gev umapyouv 5L%€Zf£':ﬂ;
OYITAFPIA Bev umdpyouv SlabéoLpa

otolyela
KATQ XQPES 5ev umdpxouv 5L%Eif£|;&1
SOYHAIA &ev umdpyouv 5LQB§GLUF1

otolyela
ZUvolo 213096

Eixova 2. Aiaovvoproxi krvyriotnro aclevaov 2016 (EEX, 2019).
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1.2. Evponaikd Alktoa Avagopdg

Ewwotepa oyetikd pe ta ondvia voonuota, Pacet tng odnyiog yio T Sl0GLVOPLOKD
nepiBaiym, BeomiCoviar ta Evponaikd Aiktvo Avaeopds (epeEng EAA), ta omoia
OTOXEVOVV GTN GLVEPYOGIO POPEMV TAPOYNG VYEIOVOUIKNG TEPIBAAYNG KOl KEVTIPOV
eumelpoyvopochvng ond O6An v EE, pe okomd v OovIPETOMION TOV OTAVIDV
voonudtmv, T ovvepyoasio Kol TNV ovtoAloyn yvoons. Me oavtd tov  tpdmo
EMMPEAOVVTOL YIMAOES EVPOTOIOL TOAITEG TOV TWACYOLV A0 KATOLO GTMAVIO VOO
(Evponaiké KowoBovio & Zvppodiio EE, 2011). Xto mopaxdto oynuo @aiveton
avaALTIKA 1 dradoykn e£EMEN g evaoyoAnong g EE pe to omdvia voorjpato Kot 1
nopeia dnuovpyiog twv EAA.

Avaxoivwon oxenra Zuotagn Tou
Oudda udiniob emnédou yia HE TIC OTAVLES YOOOUE IupBoudiou OXETIC e
ug unnpwilzc uyjziac Kay my Motk EAA WG ondvieg voooug
xtpern nepiBaldn J—
2004 2005 2006 2007 . 2008
an Merafd |
s | Notubpc e --*“}»S ‘ 2007-2013
g Emzponn
Eibuxr) outeba eanzwowua'tvwv me
Oudda Eupenaixf Evwang
YU TG ONAVIEG vOOOUE FUothotic tne ELTELPOVVISHOVLY Yia TN Via Tig ONavies vooous
EUCERD o Tig Epyo PARENT Slaouvopuaxn

OMAVIES VOTOUS vyswovouwe repiBaidin

2011 2010

Obnyla Kowvry Spdon me
2011/24/EE Owrisfpuo EUCERD
TupBodhio exrpoowrnwy
TWWY KPATWY HEMIY
2015 2016 2017
2004'2 01 7 Mapriog
’

n pw ano m Eunegoyvwpovav TG Kat' eousiodotnon Extedeomixy Kowr Bpéan ya Evapn Aetoupyiag

Eupumaixic Evwong anopaonng  AROBACATC T onayec 24 EAA

o 00‘[(!0!‘] Twv EAA VA0 TLG OMAVLEG VOO0US Enponic Erttponi

viaoug

Eixéva 3. Iopeio. evooyoinong pe ta ravia voonuazo kot onuovpyiog twv EAA (EEX, 2019).
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To 2017 onmovpyndnkav ta tpadta 24 Bspotikd EAA yio d1bpopeg Katnyopieg

OTEVIOV VOGTIUATOV®

, 0T omoio cLUpETEXOVY 900 eEEITIKEVUEVOL POPEIC VYEIOVOUIKTG
nepiBaiyne omd 26 wpdtn-uéAn. Avtd, petad GAlov, otoyevovv (Evpomaikn

Emtponn, 2017):

e XN GLYKEVIP®ON KOl €VOTMOINGN TNG YVAONG KOlL GTNV EVOLVALMGN TNG
EVPOTOTKNG CLVEPYOGIOG GTOV TOUEN TOV GTOVIOV VOOUATOV, HE GTOXO TNV
AVATTLEN EUTELPOYVOLOGOVIG.

o Ytmv avartuén kot alomoinon KovoTOUIdV KOl GOYYPOVAOV TEXVOAOYLDV, LE
£LLPAOT GTIV NAEKTPOVIKT VYELQL.

o XV Pertimon g TodTNTAG TOV SLOYVOCE®YV, TOV BEPATEVTIKMVY ETAOY DV Kol
™G QPOVIIdNG Yl TO OTAVIO VOoNpota, Olac@oiilovtag moapdAinio nv
KaBoAKN Kot 160TIUN TPOSPacT aVTOV TV acBevdv 6e TOoTIKN TeEPiBaiym

HEG® TNG TPODONONG TN KIVNTIKOTNTOC.

e mepintmon mov kamowo vobeon acOevn mapoanepdel oe EAA, cvykodeite opdoa
EUTMEPOYVOUOVOV 7OV cvvePYAleTal UECH OLOOIKTLVOKNAG EPOPUOYNG, £TCL MOTE Ol
€100l va. avtadha&ovv dedopéva Kol YVAOGELS GYETIKA e Tn O1dyvmorn kol TNV 7o
evoedetypévn avtipetonion. IlpobndBeon yu ovt) ™ dSwdikacio eivor, Pdoer Tov
I'evikov Kavoviouov Ilpootaciog [Tpocomikdv Asdopévov (GDPR), va éxel Angbei n
ovykatdBeon tov achevi) Yo TNV avToaAloyn Kot EneEEPYacio TV 0E00UEVAOV TOL KT

avtd tov 1pémo (EEZ, 2019).

[MapdAinia n Evpomnaiky) Emxttpony] evBoppivel tor kpdtn-péAn o¢ mpog
ocvvepyacio, Vv évtaln mepartépo €Bvikadv eopémv ota EAA ko ™ yprion g
Evponaikng Pdong dedopévav yio to ondvia voonuato «Orphanet», €161 ®ote va
emrvyydvovror opfotepa Olayvwotikd amoteAéopata. EmmAéov, m odnyla ya ™
dracvvoptaky mepi@alymn emonpaivel T duvatotra® Tapamopmic acOevdV e Gmhvio
voonua oe GALO KpATOG-HUEAOG, OKOMOL KO YO VINPEGIES TOV OV TOPEXOVTOL GTO

kpatoc acpaiiong (Evponaiké Kowofovio & XZvpupoviwo EE, 2011).

Onwg @oivetow oty mOAN avalfmong tov EAA’, émov pmopodv va

avalntnBovv ot VYEOVOUIKOL (QOPElG OV GLUUETEXOVV OTo JiKTLO, OAAL KOl OTO

5 Avovtikd Tapovotdoviot edm: https://ec.europa.eu/health/ern/networks_el
8 Onog avtr| Ogpehdveran otov Kavovioud (EK) opid. 883/2004.
7 https://webgate.ec.europa.eu/ernsd/cgi-bin/ern_public.cgi?npage=ern_portal.html#!/



https://ec.europa.eu/health/ern/networks_el
https://webgate.ec.europa.eu/ernsd/cgi-bin/ern_public.cgi?npage=ern_portal.html#!/
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TapaKato oynuo, N EAAGSa dev dtabétel mpog 1o mapdv Kapio VYEIOVOIKT dOWY| TOV

VoL EVTAGGETOL Kot va, cuvepyaletan pe ta EAA.

~1

© OpenSireetiap contrbutars -

Eixéva 4. Idpoyor vysiovoukng wepibalyng mov eivar uédn twv EAA, 2019 (EEX, 2019).

Qact000, TOAD TPpdSPata, TV dvolEn tov 2020, ohokAnpmbnke oty EALGSQ N
dpvon 18 Kévipwv Eumepoyvopochving yioo rdvio Noonpata, to omoio cuotadnkay
ar6 Vv latpikn ZxoAn tov EOvikodv Komodiotplokov Ilavemiomnuiov Adnvov. Ta
Kévtpa Ba Aettovpyovv oe 1éc0epa vosokopeio tng ATTikng kot Bo dtacvvocovtol pe

ta EAA, ovppetéyovtag oto evponaikd diktvo (Ilpokdnn, 2020).
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Kepdahaio 2. Yanpeoieg yio acbeveig pe ondvia voonpoto

KoB’ 6An mv mopeia €pguvag Kot avanTuENG TOMTIKOV Yo TO. GTAVIO VOOTLOTO 1)
TPOcOoYN EMKeEVTIpOONKE Katd PAacn otn Jdyveoorn, To opeove QGAPLOKE KOl TIG
OepamevTikég emMA0YES. 20TOGO, KATA TN OEPKELN AVTOV TOV YPOVOV ovodvONnKay AL
{nmuoto mov amacyoAovy Toug acbeveig mov mhoyovy amd OmAVIEG VOCOLS Kol TIG
OIKOYEVELEG TOVG, TO TEPLGGATEPA €K TV omoiwv oyetilovtat pe tnv wodtnta (mng. To
LEYOAVTEPO TOGOGTH TOV GIOVIOY VOSLATOV dev &xel kKAviky Oepomeiod, mapd povo
ocountopatoroykr. Ilpdkertar ®otdco oty mAsloyneic TOLG Yl XPOVIES,
TPOOJELTIKEG Ko aviateg acBéveleg mov mpokaAovv cofopés avammpies, YuxoAOYIKA
KOl EMKOWOVIOKE mpofAnpata Kot ennpedlovv KaBopioTikd Tn AEITOLPYIKOTNTO KOl
mv  modtnto. (ong Tov ocBevav. Zuvaedg, 1 OTPOPN TPOG TNV TOPOYN
CUUTANPOUATIKAV, ] LOTPIKOV LVANPECIAOV Y10 TNV OVOKOVPICT Kol VIOSTNPIEN TMV
acBevodv Le oTévia VOO)LATO KPIVETOL TOAVTIUT. Z€ OVTO TO TANIGLO, 1| TOPTYOPNTIKY-
VTOGTNPIKTIKY] @povtida eivor dilaitepa onuavtikny Non and To TPAOTO GTASN TNG
dyveong, &ved TApOAANAL OVOOEIKVOETOL 1) YPNOWOTNTO EWOIKOV  KOWOVIKOV
VINPECLOV KOl EVOAAOKTIK®OV Ogpamevtik®v pebodwv, énwg ot Aovtpobepameieg, ot
Bolaccobepanciec xk.0. Xe Kopio TEPIMTMOON TO TAPOTAVED OE UTOPOVV Vo
OVTIKOTOGTNGOLY TNV EVOESEIYUEVT] ava TTEpITT®ON 1TPIKY Oepaneio, Hmopovv wcTdG0
vo. O0pAcovYV GUUTANPOUOTIKE, O©TO TAOIGIO TNG OACTIKNG Kol €SATOUIKEVUEVIG
Qpovtidog, Tapéyovtag onuavtiky BeAtioon g modtntoag (mng Tov acbevav. Avtdg
etvat ko 0 Adyog mov og OAn v Evponn €xet apyioet va avanticoetor o Oepomentikds
TOUPIGHOG KOl Ol EEEIOIKEVUEVES KOWMVIKEG VANPEGieS (AmOKATAGTAOT), KOW®VIKN

évtaén, vanpecieg avayvyng Kol avAamavAag) yio acbevelg pe omdvia vooruato
(Eurordis, 2014).

[T cvykekpéva, oty «Evponaikn otpatnyn yo v avornpio 2010-2020»
dtveton Eppacn oy avaykn Pertioong g TpoosPacdtnTog TV avlpdnmy mov {ouv
Le avammpieg o€ AOANTIKES, YLYOYWYIKES, TOMTIGTIKES OPUCTNPLOTNTES, EKONADGCELS Kot
YDPOVG TOL TOPEYOVV TOLOTIKEC KOWMVIKEG VINPECIEG KOl LANPECIEG OVOTALANG
(European Commission, 2010). Avrtictoyo, ™ onuoocic tov &EEOIKELUEVOV
KOW®VIK®V VANPECIOV KOl TOV OPASTNPLOTATOV OVOyLYNG ovadelte oto TapeAbov kot

10 gpguvnTiko Tpoypoppe EURORDISCare 2002-2008, 6mov 1o 92% tov acBevdv mov

8 Yroloyileton mog povo 10 5% tov 6mévimv voonuatov &gl eykexpiuévn atpier Oepaneio (ABCs,
2018).
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CUUUETEIYOV AMAVINGE TMOG «1 EVIUEPOON Y10 TO. SIKOLDUATA TOLG KOt 1) KoBodnynon
TPOG KOWVOVIKES VINPEGIES, OPAGTNPLOTNTESG VoW LYNS K.0L» elvar amapaitnn (55%) 1
xpnown (37%). Xe avdroyn perétn g lomavikig Opoomovdiog acBevav ondviwv
voonuatov, to 20% tov epombiviov amdvince mwog el TNV AVAYKN Yo
eedkevpéveg vanpecieg yoyoywyiog kot avoyvyng, kobmg 1o 32% tov acbevav
OMNAlwoe TG Plovel Slakpicels OTOV CLUUETEXEL TETOLES VIINPEGIEC TOV amevBvVOVTAL
otov yevikd mAnBuopd, 10 37% Miwoe g €xel avaykn vrootnpiEng kot Pondetog
TPOKEEVOL VO, ATOANDGEL TETOLEG LIINPETiES Kat TO 42% yperdleTon vTOGTNPIEN KO MG

TPpog TNV petakivinon kot v tpdcPacn oe avtég (EUCERD, 2012).

2.1. EEe1d1kevuéveg KOWmVIKEG VTN PEGTIES

Ye eninedo EE mpoodiopilovtar dtdpopot Tumot eEEOIKEVUEVOV KOIVOVIKOV VINPEGLOV
Y avBp®dmTOVS TOL VOGoHV amd omdvia achévela, petalhd Twv onoimv mepAapPavovtol
T0L KEVIPAL TOPOV KOl Ta BEPAmEVTIKA Tpoypappata avoyvynic’. toxoc autdv Tmv
VANPECIOV EIval Vo EVOLVOUMOOVY Tovg acleveic, v eumuepion Kot TNV YOLYIKN Kot

ocopatikn tovg vyeia (Eurordis, 2014).

9 AVOAVTIKOTEPEG TAPOPOPIES Y10 TO GUVOAO TOV EEEISIKEVUEVOV KOVOVIKOV VINPECIOV 61Ny EE:
https://www.eurordis.org/fr/specialised-social-services#tabs-1



https://www.eurordis.org/fr/specialised-social-services#tabs-1
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[ 'Therapeutic Recreation , Respite Care Services 'Adapted Housing QResource Centres ]

81 Specialised Social Services
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Eixéva 5. Specialised Social Services for Rare Diseases in EU (Eurordis, 2014).

AvoloTikdTtepa, To OEPATELTIKA TPOYPAUUOTE AVAYVYNG WITOPEL VO ApOPOLV
EWIKEC KOTAOKNVAOOELG N otoyevpéva talidia kot otnpilovtor oTig OepamevTiKeég
WOTNTEG OV TPOCPEPEL 1| EVACYOANGCT HE OpacTNPOTNTEG 0 VLIAIOPLO, PLOIKO
nepPAAAOV 1 o€ €101IKA 0pYavOUEVO KAELoTO TtepiBdAiov. Ta mpoypdupoto pmopet va
givon sEedikevpéva mpog kamoto acbévela 1 supvtepal® ko o oWTE GLUUETEXOLY
avdAoyo pE TIC OvAYKES 1otpoi, epyobepamevtéc, @LoLOBepUmEVTEG, WYLYOADYOL,
KaAMTéYves, afntéc k.a. Ta Bepamevticd mpoypdppata avoyvyng evBappoivovy v
TPOCOTIKY avATTLEN Kot PEATIOVOLV TIG KOVOTNTEG T®V 0cHEVAOV, TPOAYOVTOG TN
COUOTIKY] KOl YOYIKN TOVG LYEila, KaBmg kot v Kovavikoroinon tovg. [ToAld amd
OUTO TO. TPOYPAUUOTO TPOCOEPOLV  EMIONG OAOKANPOUEVEG VANPECIEG QUOIKNG
amokatdotacng (EURORDIS, 2013). 'Epsguva mov mpoyuatomomdnke to 2004 oe
moudd and 15 Euvpomaikés ydpes, He OKOMO VO OEPEVLVNGEL TO. COUOTIKO Kol
YUYOKOWVMVIKA — OTOTEAECUOTO TV  OEPAMEVTIKOV — TPOYPOUUATOV  OVOYVUYNG,

KOTAOEIKVVEL TG LEC® TNG CLUUETOYNG OTO TPOYPOALUO CNUEIDONKAY 0QEAN MG TPOG

0 T1.y. o npéypappa «ASEM-Colonias» omev@dvetar o€ mondidl pe GravieC VEVPOUikéC aGOEVEIES, EVD
10 pdypappa s Kompov «Movadikd Xapdyehoy Kot to mpoypoppa g Iploavdiog «Barretstowny
aQOopPoVV aGOEVEIS Kt 01KOYEVELEG IOV AVTILETMOTILOVY 0TOLGONTOTE HOPONG GOoPap omavia aoBEvELa.
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T0. COUOTIKG oLuTTOpate kot tnv mwowdtnta {ong poxpompdbeopa, eved Oetikd
amotédeoua VINPEE LOKPOTPOOEGHO KOl MG TPOG TNV OVTOEKTIUNON KOl TNV YUYIKN
vyeia. H épevva ocvumepaivel mwg to Oepamevtikd TpoypaUUOTO avVOyLYNG LITOPOVY Vi
dwdpapaticovy  onuaviikd polo ®G GCULUTANPOUOTIKY Oepamevtiky mopspupoon
(Kiernan, et al., 2004).

Hopdiinia, Ta kévipa TOp®V dadpopatilovy Evav ToAD OVGLUGTIKO POLO GTNV
TANpoeOpNnon TV achevov pe omdvia vooruoto. Oceg egedikevpéveg vanpecieg yia
omdvia. Voonuoto Kt av dnpovpyndovv, av o achevig dev Tig yvopilel o€ pmopet va
Bonbnbel oamd6 avtés. Ta «Kévipa mOpwv cuvepyalovron pe  to Kévrpa
Eumepoyvopocivng kot givarl veebBovva yro v mapoyn e&edikevpuévng mAnpopdpnong
Kot KaBodnynong otovg acbeveic pe omdvio VOGNUOTO ¢ TPOG TIG KOWMOVIKEG KOl
Oepamevtikég vmpecieg amd TIC omoieg HTOPOVV €EATOUIKELUEVE VO, EMOEPEANO0VV.
210y0G onuepa ivar T 1N TANPOPOPNOT Vo UTOPEL VO TOPEYETOL CUYKEVIPWOTIKAL,
TEPA OO T KEVIPO TOPMV KOl TIG EVDCELS 00OEVDV, Kol UEGH 10TOTOM®V, OCTE V.
Bedtiwbel n mpdcsPacn oty TANpoedpnon. Me avtd tov Tpomo Ba dnpovpyndel Eva
dlktvo peta&d tov avBpdmov mov mAcyovy amd omAvio vOonuo kKol Kafe dAlov
EVOLOPEPOUEVOL  HEPOVS  (PPOVTIOTEG, 10TPOL, KOWMVIKEG VLANPECiec, KEVIPO
OMOKATAGTAONG, EVOAOKTIKEG OepamevTiKég VINPESieg K.0.), To omoio Oa dievKodHvel

TN GLVEPYOOI KOl TNV OAMGTIKY @povTida Tav acbevadv pe onavia vooipata (Eurordis,
2014).

2.2. Tlapnyopn ik epovtido kat Ogpamentikdg Tovpiopdct

[Tépa amd 115 €EE1OIKELUEVEG KOWVOVIKEG VANPEGie mov avamtiocovtor otnv EE,
voiotoTol o TOYKOGUIN TAGT OvVASEENG NG TOPNYOPNTIKNG GPOVTIONG Kol TOL
BepamevTikoh TOLPIGHOY WG TOAVTIHA EpYOAEin VTTOGTNPIENG TV acHEVOV e GTAVIN

KoL YpOVIOL VOOT|LLOTOL.

H mopnyopntikn-avaKoveiotikn ¢povtida otoyevel otn Pertioon tov eAEyyov
TOV GCUUTTOUATOV, GTNV OVAKOVPIGT TOV TOVOV, GTNV TPOACTIoT TG WLYIKNG LYEiog
TOV a6EV] KOL GTNV IKOVOTOINGT TV KOWMOVIKAOV TOL OVUYKAV, LE ATMOTEPO OKOTO TN

BeAtimomn g mowdtrog ¢ Cong Tov Koatd v mopeia eEEMENG ag oTdviag vOGOv.

1 Svvavtaron ot BipAoypogio Kot m¢ «ToOVPIGROC EVEETCH.
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2NV TOpOoYN TAPNYOPNTIKNAG PPOVTIONS UTOPEL VO GUUUETEYOLV 1OTPOT KOl VOCT|AEVTIKO
TPOCMNIKO, PLGo0epanevTés, epyobepamevtéc, Yuyoloyot, doutordoyor k.o (WHO,
2018; Hogden, et al., 2017). H avalftmon ot d1ebvn Biproypagpia dsiyvel Tmg uéypt
TPOCPOTA, 1| GUVOEGT TOV TOLPICUOV KOl TNG TAPTYOPNTIKNG PpovTidag ftav ayvn. Ta
tedevTaio XpoOvVIe MOTOGO, AOY®D NG avéNong tov TPocddKiov (NG Kol TV XpOVIKV
acBeveldv 1 {NTNoM Yo TopYOPNTIKN GPOVTION EVTAONKE Kot APYLOE VO VOIVETOL 1oL
véo évvolo: OLTN TOL «TOLPIGHOV OVOKOVQIOTIKNG (GPOVTIONG», TOV  OmOTEAEL

OVLGLOGTIKA [to vIToKaTyopia Tov BepamevtiKod Tovpiopov vyeiog (Giil, 2019).

O Bepamevtikdg Tovpiopds dyyiEe oe aio ta 678,5 dioekatoppdpla dordpla To
2017, pe ta oxetikd tagidia mov TpaypaTonotovviot ETNcimg va amotelobyv to 15% tmv
GLUVOMKAOV TaEIOIMV, YEYOVOS oL TOV TomobeTel oty dehtepn BEOT TOV TOVPIOTIKAOV
TPOTIUACEDY UeTd Tov moltiotikd Tovplopd (Parisi & Papageorgiou, 2018).
Amoteleital amd €vo GOVOLO OpOCTNPLOTHTOV KOl DANPECIOV Kol EXEL OC GTOYO Vo
OTOTELECEL [0 EVEPYETIKN EUTELPIN, COUATIKA KOl WYOYOKOIWMVIKE, Y10l KATOOV TOV
ndoyer and coPapn acOéveln. IleprhapPaverl ta Poacikd otoyeio pag TOEOIOTIKNAG
eumelpiog:  MHETOQOPE, dtopovn, OTpor), oAlayn mEPPAAAOVTOC, VINPEGiEG
Yuyoymyilog KAT., 6€ cuVOLAGCUO e BepaTEVTIKEC VIINPEGIES: TAPNYOPNTIKY PPOVTIO,
euvoloBepaneieg, abANTiKEg dpaoTNPIOTNTES KOl OPACTNPLOTNTES OMOKOTAGTOGNG OTN
@von, Aovtpobepamneieg, Bolaccobepanciec k.a. 'Eva ta&idt Oepamevtikod tovpiopov
pmopel va eotidlel o po amd TG aveTEP® LANPEcieg 1 va. cuvOLALEl TotKiAio
dpaoctnprotntev. Mrmopel eite va Tap€yetor opyovouiva amd KAWIKEG, TOVPLOTIKESG
EMYEPNOELS N KEVIPA OmOKATACTAONG, €1T€ Vo oyedldletar oe aTOKd €mimedo 1
eninedo opadog og Tomobecieg mov AEITOVPYOHV TETOEG VINPEGIEG KOl dPAGTNPLOTNTES

(Harahsheh, 2002; Parisi & Papageorgiou, 2018).

Zuyvoe ovopevo omotehel 1 TOOTION TOL OEPUmMEVTIKOD TOVPIGHOD WE TOV
Toupopd Tpitng MAkiog, ®otdco avt 1 Tawton eivar AovBaouévr. Mmopel n
avalntnon BepameLTIKOV KOl OVOKOVPIOTIKMY VINPECLOV Vo, GLVOEONKE apyIkd pe
yqpovon tov TAnBuopol, ®otdco TapdAAnAa £xel onuelwOEl Kol HoL CMUOVTIKNY
avénon otwv aplBpd Tev oviaTov 0cHEVEIDV TOL TANTIOVV TALd KOl VEOLG,
EMEEPOVTAG Pakpoypdvio movo kot oo PBiov avamnpiec. Ta o@éAn mov pmopel va
TPOoPEPEL 0 BepamevTikdg TOVPICUOS G6€ AvVOPOTOLE TOV TAGYOVV Omd CTAVIX
voonuota, Kofdg Kol OTIC OWKOYEVELEG TOVLG E€ivol TEPAOTIN, OVEEUPTNTOSC MAKING.

Amoterel évav tpdmo yoAdpwong Kot EeKovpaomg, mov Oivel TV gukopio. GTOLG
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acbeveic va mePAGOLY OLOPPO KOl TOLOTIKO YPOVO HE TOLG GIAOVG KoL TNV OIKOYEVELL
TOVG, OLVOLALOVTOG OAANYN TOPOCTAGE®Y Omd T OVGKOAN KoOMUEPVOTNTO KOl
OVOKOVPLON CUUTTOUATOV. ZVUPAAEL GTNV OTOTPOTN TNG GATOUOVOCNG 7OV Plrdvovy
oLVl ol Thoyovtag amd OMAVIO VOGO, CGTNV IKOVOTOINGN TOV KOW®OVIK®OV TOLG
avVayK®V Kol ot pakpompdbeoun Peitioon g modtnrag g Cong tovg (Giil, 2019;
Willson, et al., 2018).
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Kepahiaio 3. Oepamevtikdg Toupiorog Yo omdvio voonpota otnv EALGSa.

Yoiotavtor moAAEG duvaTOTNTEG KOl TPOONMTIKEG avATTLENG TOL  BepamenTicoD
TOVPIGHOD Y10 OTAVIO, VOCTIUOTO GTNV YOPO UG, a@evos Adym vmapéng mAovoiov
QLOKOV TOTIOV, BAANCCHG KO OUATIKOV TNYOV, Kol OQETEPOL AOY® NG TPOSPUTNG
onuovpyiog tov Kévipov Eumeipoyvopociving kot g évtaéng g EAAGSag ota
Evponaikd Aiktva Avoaeopds. Ilpokeiévovr ®otdG0 v  ovoamtuyBovv  oyeTikég
TOMTIKEG KO OVOAOYO EPYOAEL OTTOUTEITOL EMIGTNLOVIKG TEKUNPLOUEVT KOL EKTETAUEVT
épevva Tediov Yol TIG aVAYKES TV 0GHEVMV TOV TAGYOVV OO GTAVIO, VOCTILOTO. XTI
SVVOTOTNTEG EMEKTACNG TNG TOPOVCHS ePyaciog cvumeplAapPavetal n onuovpyia
epyareiov (Ep@TUOTOAOYL0, €PYOAEI0 VTOOTNPIENG OMOPOONG K.0.) TPOKEEVOD V.
ocvAleyBohv Kot va avaAvBodv TPOTOYEVY] OEDOUEVO GYETIKA WE TIS OVAYKES TOV
acfevdv Tov TAGYKOLVV A0 GTAVIN VOGTLLATO TPOKELEVOD OLTOL VAL TOEWEYOLV, KAODS
KOl GYETIKA LE TIG OOUEG KOl VANPEGIES TOV YPEAlovTal 6T0 TANIGLO TNG OMOTIKNG
epovtidas. Qotdco, 610 TANIGIO NG TAPOLGOS €PYUciog, AOY® TOV OLGTNPAOV
YPOVIKAOV TEPOPICUDV OV  veiotavtol, BHo  yivel mpoomdbeio  PiAloypagikng
dlepevtvnong TV avaykov tov acbevav, eotidaloviag oe 000 peydheg Katnyopieg

omavimv VOOILAT®V: To VEDPOEKPUAIGTIK(A KOl T VEVPOUVTKA GTLAVIO. VOGTLLOTA.

3.1. Nevpopvikd Kot VEOPOEKPUAGTIKO GTAVIO VOGT)LLOITOL.

Ot omdivieg vevporoykés acBéveleg amoTeAoVV Lid EVPEiR OHADO OLAUTOPOUYDY 01 OTOTES
emnpedlovy T0 KEVIPIKO Kol TO TEPUPEPIKO VELPIKE GLOTNUOTO KOl TOVG HLG, KOl
GLVOMKA OVTITPOcOTEHOLVY 6YedOV T0 50% TV ondviwv voonudtov (Federico, 2013).
Ta vevpOEKPLAIGTIKA Kot VEVPOUVIKA GTTAVIOL VOCT|LOTO DITAYOVTOL OTIS VITOKATIYOPies
TOV  VELPOAOYIK®V 00OEVEIDY 7OV  TOPOVGIALOVV  GNUAVTIKEG  EMLONUIOAOYIKES

EMMTMOOELG.

[Ipwv v mepartépw avdivon TV Katnyopidv voonudtov Bo mpémer va
LG APMVIOTOVV OPIGUEVEG EVVOLEG Kol dtadkaciec mov Ba ypnoipnomombody mopakato.
O onuelokdc emmoloouds (point  prevalence) ovagépetar o6& PETPNOEI TOL
TPOYUOTOTOONKOV ©E KOTOW GULYKEKPUEVT YPOVIKN OTypn kot delyvel mdool
avBpomor glyav ™ voco ekeivn ™ dedopévn otiyun. H etown emimtoon (annual

incidence) amd ™V GAAN TAELPA OVAEEPETAL OTO VEON TEPLGTATIKG THG VOGOV OV
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dyvootnkay og mepiodo evog étovg (Orphanet, 2019). To emdnuioloyikd dedopéva
ONUELNKOD EMUTOLAGHOV Kol E€TNCLOG EMMTMOONG 7OV  TAPOVSIALOVTOL TOPOKATM
avTANOnKay amd TV To TPAGEATN —KOTA TNV NUEPOUNVIO GLYYPUPNG TN TAPOVGCAS
gpyaciac— ékdoon e Paong dedopévov e Orphadatal?, dmmg ovt evuepm@dnke oTic
1 Avyovotov 2020 (Orphadata, 2020). Ta dedopéva avagépovtat €ite GTOV EVPOTATKO
elte otov moykdouo mAnBucud, yeyovog mov Ba dtacapnvileTor avoldy®s EVIOS TOL
kewévov. EmmpochHeta dedopéva mov  ypNOLOTOIOUVIOL GUUTANPOUOTIKA Yo Vol
avadei&ovv Tov apiud Tov avlpOT®V Tov TAGYKoLVY ad omdvia voonuota Bacilovtar:
oe otoyelo twv EAA yio Tig omdvieg vevpoloywkés ToONCES KOl TIC OMAVIEG
VELPOLVIKEG TTaBNoES, o TANpogopieg amd v wOAN Medscape kot épBpo and to
PubMed, oe ayyhkn épevva mov mpayporomombnke Pdoer tov mAnOvoulakdv
dedopévov tov I'pageiov EOvikng Zratiotikng extipnong tov Hvopévov Baciieiov

(Noéupprog 2018-onpeiaxn pHétpnon) K.o.

Nevpouvikd cTavic VOGTLLOTO.

Xopupova pe 1o eedikevuévo EAA, ot ombvieg vevpopvikéc mabnoeig emmpedlovv
ocvAhoywkd mhve oamd 500.000 acBeveic omv Evpomm kot odnyodv oe o Piov
avamnpiec, ToAvVVooPOTNTA Kol TPdmPn Bvnodtnto, pe oNUAVTIKO KOGTOG Yo TIG
OWKOYEVELEG KOl TO GULOTNUO VYEWVOWKNG mepiBoiyng. Q¢ opdda acBeveudv

Tapovotalel cLVOAIKO emmoracud 1 wpog 2.500-3.500 (ERN-EURO-NMD, 2017).

X0opoKTNPIoTIKA VOCNHUATO 1TNG KOTNYoplog T®V ONAVIOV  VELPOULTKOV

nafncewv eivat:

e H miayla apvatpogiks skipovon (ALS)Y, yvooty ko g vococ Lou Gehrig's
N Charcot 1 v6cog tov Kivntikov vevpava. H vocog yapokmmpiletor petaco
M@V 0omd TPOOSELTIKY] AOLVOUIO TOV CKEAETIKOV HLGOV, OULOTPOGIo Kot
OTOGTIKOTNTO, EVA 1 GLYVOTNTO EUPAVIONG TNG £ival TEVTE POPEG VYNAOTEPN
amo ekeivn g vooov Huntington. Béoel tov emonpoloyikdv dedopévov o
onuelakds emmolooudc moykoopiog eivar 1-9/100.000, evéd idwo givan ko M

etnolo emintmon tg vocov (Orphadata, 2020). v AyyAio ektipudrtor Tmg M

12 AotiBetan o apyeio xml: http://www.orphadata.org/cgi-bin/epidemio. html
B Ty modviepapyc) ta&wvoéunon g Orphanet vidyetar 0G0 GTIG VELPOUVIKEG, OGO KOl GTIG
VEVPOEKPVAMOTIKEG 0GOEVELEG.
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vooog minqttel 19.376 avbpdnovg (onuetaxn pétpnon) (Neurological Alliance,
2019), evd otnv Apepikn 5.600 véeg dlayvmdoelg mTpayotomolohvTon Kabe £Tog
Kol ektipdaton 0t €mg kot 18.000 dvBpwmor umopet va £xovv ™ voco cg kdbe
dedopévn otryun (Armon, 2018). Zyetikn £pguval EKTIUG TMG TO. TEPIOTOUTIKG TNG
vOG0oL TaykooHimg avapévetot vo avénbovv and 222.801 to 2015 og 376.674 10
2040, onpewdvovtog avénon g taEeme tov 69% (Arthur, et al., 2016).

e H pikn dvotpoeia Duchenne, amotelel ™ cuyvdtepn kot cofapotepn HOPON
LOIKNG atpo@iag kabmg mAntteton wepimov 1 dropo ovd 3.500 yevvioeig (Do,
2020). H véoog givar kAnpovouikn kat exnpedlel kupiog ta aydpila. Exnpedlet
OPYIKE TOVG OKEAETIKOVG PVEG Kol TPOKOAEL TPOOSEVTIKY ATPOPict GYEOOV TOL
cuvolov TV puov. Bdcel tov emionuov emdnuoloyikemv dedopévav o
ONUELKOC EMTOANCUOG TG VOGOL TG0 oty Evpmdmn, 600 Kot moykoopimg
eivon 1-9/100.000 (Orphadata, 2020). Xtnv AyyAio exTindTor moE 1 VOGOGC
mnttel 58.970 avBpomovg (onuetaxn pétpnon) (Neurological Alliance, 2019).

e H pvocBéveia Gravis, omotelel owtodvoco vOonuo 7OV 0ONYEL GE HVIKY
adLVOUio TV €KOVCIOV HVAV, HE TOVE TPAOTOVG HOEG MOV TPocPdAloviot
ocuvnBomg va glvar gketvol Tov patov. Xty Eupdmn o onpelokds emmolacpog
™m¢ vooov eivar 1-5/10.000 kou m etiolwo emimtowon 1-9/100.000, evod
TOYKOGHUMG 0 ONUELKOG EMTOAAGHOC TNG VOGoL givat 1-9/100.000 kou ) etho1a
enintoon 1-9/1.000.000 (Orphadata, 2020). v AyyAio ektipdror Tog
emmpealer 10.109 avBpomovg (onuewoxn pétpnon) (Neurological Alliance,
2019). H cuvolikn cuyvotnta eueaviong tng vOoou ToyKOGUIMG KUUOIVETAL 8

2-5 meprotatikd ava 1.000.000 (Jowkar, 2018).

Nevpoek@UAMGTIKA AV VOGHLOTO.

Ta omdvia VELPOEKPUVAGTIKG VOGNUOTO OTOTEAOVVTIOL OO [0 UEYAAN OUdoOw
TPOOJEVTIKAOV 0cHEVEIDV KOl amoTEAOVV onuepa pio amd T1g Pacikdtepeg outieg
voonpémtag Kou oavornpiag. To mocootd TV  avlpdmwv TOYKOGM®OE  TOL
TPOGPAALOVTAL OO GTAVIO VEVPOEKPVALIGTIKA VOSTILOTO aEAVETAL SLOPKAOG, AOY® TNG
avénong tov mpocdokipov emiPimong, Tov cOyypovov toémov NG, TEPPAAAOVIIKOV
TapayovIev, oALG kot yevetik®v mopoyoviov (Matilla-Duenas, et al., 2017). 1o

mAaiclo  autng TG €peuvag 0ev  KATESTN €PKTO va  PpeBodv  dnuocievpéva
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CLYKEVIPOTIKG OEOOUEVO GYETIKG LE TNV GLVOAIKY| EMIMTOON OLTNHG TG KOTNYopiog

voonuatwv. [Mapakdtm Oa diepeuvnBodv o1 EMATHOCEIS LELOVOUEVOV ACHEVELDV.

X0opoKINPIoTIKE VOO |HaTe TNG KATNYopiog TMV GTAVIOV VELPOEKPUAIGTIKMV

nafnocewv eivat:

H ato&io Friedreich, n omoio amotelel pio amd T1g mo Kowvég popeés ataiog,
avTmpocwnevovtag mepimov 1o 50% TV TEPMTOGE®V KANPOVOUKNG atadiog
Kol o0nyel o€ aoTdfeln, OMOAEW GLVIOVIGHOU TMOV KIVICEOV 1 OKOUO KOl
mapaivon dxpov. v Evpodmn o onuelokdg emmoracpudg g vocov sivon 1-
9/100.000 (Orphadata, 2020). Ot eKTIUAGCELS ETACLOG EMMTOONG TOYKOGHIMG
Kopaivovrol petadd 1/22.000 kon 1/50.000 (Chawla, 2016).

H vococ tov Huntington, n omoia. odnyel oe akovoleg KIVAGELS, YVOOTIKEG
dvoiertovpyieg ko yoyoroywés dwtapayéc. H Evponn €xer oyxetikd vynio
EMITOALAGUO TNG VOOOL oTOV TANOLOUO TNG. ZVYKEKPUEVOE, O ONUENKOG
emmolaopog g vooov otnv Evponn eivar 1-5/10.000 ko mayxoopiog 1-
9/100.000, evd 1 eTqoa enintwon maykoouiong eivor 1-9/1.000.000 (Orphadata,
2020). Xti¢ Hvopéveg IMolreiec mepimov 30.000 dvbpwmor Egovv ) vOco Kot
dArot 200.000 kwdvvevovy va v oavartoovv (NORD, 2020), eved otnv
AyyMo extipdror Tog 1 vocog emnpealet 6.739 avBpomovg (onpetokn pétpnon)
(Neurological Alliance, 2019). H pon tov acbevav pe yopeio Huntington mpog
10 EAA ondviov vevporoyikdv mobnoewv eivor 3187 aocBevelg emnoiog
(Graessner, et al., 2019).

H oatpopic molhomidv ocvotmudtov, 1 omoio emnpedlel tn Agttovpyia
TOALOTADV TEPLOYDV TOL EYKEPAAOV Kol 0dNYel o€ Puikn dvokapyio, aotdadeta,
Bpadvtnto Kwnoewv, opbootatikny vmOTOoTn, oakpdateln K.o. O onuelokog
EMMOAAGUOC TG VOoov tdco otnv Evpomn, 660 ko moykoopiong eivor 1-
9/100.000, evdo m emola emintworn moykoopiog eivon emiong 1-9/100.000
(Orphadata, 2020). Xtnv AyyMo extipdtor mog m voécog mAntier 2.354
avOpodnovg (onuetoxkn pétpnon) (Neurological Alliance, 2019).

H vécog Krabbe, n omoia amotedel TOmo Agvkodvotpopiog mov mpokarel PAAPES
OTO KEVIPIKO VEVPIKO GUGTNUW, ETOEPOVTAG OoONTNPKA Kol KvNTIKA

npofAnuata, kabdeg Kot Tpowpr BvnopdTa. O oNUEKOS EMTOAAGHOG TNG
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vécov oty Evpdm etvor 1-9/100.000, evé o emmolacpd ota veoyval® sivon 1-
9/100.000 otnv Evpodnn kot 1-9/1.000.000 naykoouiog (Orphadata, 2020). H
ETNOL0L EMMTOON O0TO VEOYVA ToyKoopimg ektipndtar og 1/100,000 pe 1/250,000

(Orphanet, 2013).

Ol vevpopvikég Kot vevpoeKPUMOTIKEG acbéveleg mapovotdlovy apKeTd Kowvd
YOPOKTNPIOTIKA KOU GUUTTOUOTO, OT®MG KOT®ON, MLIKY advuvapio, omacTikdTnTa,
dvotovia, omAcHoVG, dtoTapayEés OpAMag Kot Kivnomg, TOVO, GUUTEPLPOPIKES Kot
acOnmplokég dwtapayés, mapdivon kot mpoéwpn Ovnowdtra. Emiong, mpodkerton
otV mAeloyneia Tovg Yoo aviateg vocovg, Omov dev vmhpyer Oepomeio ko M
EVOESELYEVT] SLOEIPIoT EIVOL TTOAVTOUENKT], VTOGTNPIKTIKY Kot avakovplotiky (ERN-

EURO-NMD, 2017; Matilla-Dueiias, et al., 2017; Orphanet, 2013).

Evtoc avtov tov mhoiciov, m debvng Piprloypagio vmodewkvoel T ypnom
vnpectdV  Bepamevtikod Tovplopol  (lopatikég myES, vOpobepameieg, vmaifpla
OTOKOTAGTAOT K.0L) Yo 06OEVELEG OTMS 1] VOGOG TOL KIVNTIKOV VELP®VA, 1) VOGO TOL
Huntington, n poikn dvetpoeia k.Am. Ot vrnpecieg avtég ypnotporotobvtol o acheveig
LLE VELPOUVTKE KOl VEDPOEKPLAMOTIKG VOST|LATO Y10t AOYOVS AOKNONG, EVOLVAU®OGNG Kot
amoKatdotaonsg, fonddviog onUavTiKd 6T HeloT TOL TOVOL KOl KAT  ETEKTOCT] GTNV
KATOVAA®GON QOPUAK®V Y10 TOV TOVO, 6T KOADTEPT OlayEIPION TV GUUTTOUAT®V, G
pelowon g KOmwong Kot otn PeAtioon Tng AETOVPYIKNG KWWNTIKOTNTOG KOl TNG
onacTikOTNTAS. Moakpompdbeopa avtéc ot Oepamevtikég vanpecieg cvuPdiiovy ot
Beltimon tng motdttag {ong Kat TG WYuyikng vyeiag tov acbevav (Plecash & Leavitt,
2014; Oluwatosin, et al., 2020; Rapolien¢, et al., 2019; Lima & Cordeiro, 2020;
Atamturk & Atamturk, 2018).

3.2. Avdaykeg Tov acbevov.

Ot aobBeveig mov mAGYOLY OO GIAVIO VOGTILOTA OVTILETOMTILOVV cLYVE dVOoKOMES MG
TPOG TNV KAALYT BACIKAOV OVOYKOV TOVS, OTMG 1 €SOTOUIKEVUEVT] KO TOAVTOUENKT

dwxeipton ™G vOoGOL TOVG, M TAPOY| EEEOIKEVUEVOV BEPATELTIKAOV KOl KOWMVIK®V

14 Ap1Oudg meprotatikdy mov mapatnpiOnKay Katd T yévvnon e oxEom Ke ToV aptdpud Tov Tudidv mov
yevwnOnkay o€ o 0edopévn oTiyun.
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VINPECLOV KOl 1 TPOcPacn o€ KATAAANAN Kot €ykvupn TAnpoeopnomn. Epevva g
Eurordis mov S1eénydn to 2017, oe mepiocdTepouvg omd 3.000 oobeveic’® tov diktvov

«Rare Barometer Voices»'®

, KOTOOEIKVOEL COQOG OPICUEVES PUCIKEG OVAYKES TMV
ac0eVAOY KOl TOV OIKOYEVEIDV TOVG, Ol OTOieC MAPUUEVOLY avekmAnpwtes. H €pgvva
npaypatorodnke e dvo otadwa. To TP®TO GTAS0 CPOoPOVGE TIC AVAYKEG PPOVTIONG,
Vv TpdcPacn 6 vINPESiEg PPOVTIONG, TNV TANPOEOPNGN, TO KOGTOS TG acHivelag Kot
TOV GUVTIOVIGUO NG @povTidng kol cvppeteiyav o avtd 3.071 acbeveic. To devtepo
OTAOL0 APOPOVGE TNV EPYACIM, TNV EKTAIOELOT), TNV OIKOYEVELD, TNV KOW®VIKY (N Kot
v mototto (Mg kot cvppeteiyov oe avtd 1.953 acBevelg. Zuvvomtikd, 1 épevva

aVEDEIEE TO TOPAKATO TPOPANLOTA KOl AVAYKES TOV AGOEVOV KO TMV OIKOYEVELDV TOVG

(EURORDIS, 2017):

e T 10 52% (lo otéoo — 3.071 acBeveig) twv acbevov, n ondvia vocog Exel
cofoapd (30%) N moAd coPapd (22%) avtiktvmo oty kabnuepwvny {on (m.y.
KaONUEPIVEG  OpaoTNPOTNTEG, KIWVNTIKY Kol  ouoOntnplokn  Asttovpyia,
EMKOVOVIO-KOIVOVIKOTOIN o).

e To 64% (lo otado — 3.071 acBeveic) Tov epoBEvVIOV dvokoAiedeTOL VO
SLXEPIOTEL TOV CLUVTOVIGUO TNG OMAPOITNTNG PPOVTIONG: EVPECT] TANPOPOPLDV
vy Vv acBéveln, e0peon EEIOIKEVUEVOV ETOYYEAULATIOV, TOAAATAL pOvTEROD
LE SLAPOPETIKOVS TOPOYOVS VINPESIOV Kol TaEIOo-HETAKIVAGELS amd KO TPOG
o povtefov. Mdahlota, Soympiloviag To OmOTEAECUOTO OVAAOYO HE TIG
Katnyopieg voonudtwv, ol acbeveic mov mdoyovy amd acOEVEIEG TOV ETPEPOLY
coPopéc avammpieg, OT®MG 0VTEC OTIG omoieg eotwdlel M mapovoo epyacia,
SVGKOAELOVTOL VO SLOYEIPIGTOVV TOV GULVIOVIGUO TNG QPOVTIONG TOLG OE
1060610 81%.

o Jlavo and 10 70% (1° otédo — 3.071 oobeveig) tov epotbéviav dev
aeOavovTal EVNUEP®UEVOL Y10 TOL OIKOLMDUATO TOVG, TIG GUVETEIEG TNG VOGO, TIG
dwbéoeg emhoyég Kot kamowa Pondeia mov pmopei vo, dikarovvtan (mepimov
50% Onimver pn  eVNUEPOUEVO Y10 EUTEIPOYVOUOVEG KOl EEEOIKEVUEVEC

vaNpecieg Tov Ba pmopovoay va fondncovv).

15 H épsuva mephapPivet acOsveic, oAl Kot 01KOYEVEIES TOL PPOVTILOLY TAId1é TOL VOGOV Od CTVIaL
acbéveln.

16 To Rare Barometer Voices sivon évo epyodeio yio T S1evEpYELo TOCOTIKMY EPELVAV OO THV
EURORDIS. Z10 diktvo avtd cuppetéxovv mévem and 5.000 dropa mov {ouv pe pio omavia achévelo Kot
OECUEVOVTOL VOL CUUUETEYOVY TOKTIKA GE £PEVVEG KOl LEAETES.
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e Exopdleton capng mpotipunomn yw vanpeciec mov Ponbovv tovg acHeveic va
dleploTovy TV acbévela Kot va dtutnpnoovy v avtovopio tovg (1o otddio
— 3.071 acBeveic): vanpeoieg anokatdoTaong Kol oyetik®v Oeponeidv (48%),
YUYOAOYIKY] VTooTNPEN (47%), oritio tpocappocueva otig avaykes (30%), ko
TPOCUPUOGUEVES UETAPOPES (23%). Q0TOCO T OMOTEAEGULOTO TIG EPELVOG
delyvouv g avt) €ivol [ aveKTANP®OTN avAayKT, KoaOdg 1 mAsoyneio Tov
acBevav dev €xel mpdoPaom N dev etvat eviUePOUEV Y10 AVTES TIG VTN PEGTEG.

o TlopdAdnia, m é€pgvva avadewkvdel TV avaykn Vmapéng kol TePLocOTEPO
€EEOIKEVUEVOV VIINPECIAOV Y10 TEPUTTAOCELS ACHEVEIDV TTOV EMPEPOVY coPapd
npoPAnpata kot ovarmpies: o 38% (1o otddo — 3.071 acbeveig) dnAdvel Twg
Ba ypelaloOTaV TPOGUPUOCUEVES OOKOTEG ) VIINPECIES BEPATEVTIKNG AVAYVYNG,
aALG dev éxel TpdoPact o€ TETOEG LIINPEGIES.

e To 54% tov epombéviav (2° otado — 1.953 acbeveic) dnhodvel Tog N vOG0g
00NYNoE G€ AMOUOVMOOT OO PIAOVG Kol OIKOYEVELD, TPOKAAMVTOS TPOPANLOTO
Kowmvikoroinong oAAd kot yoywkng vyelag, pe 10 37% tov epommBivimv
oniaovoov O6tt  arcBavoviar cvyvd 1N TOAD  GLYVE  OLGTLYICUEVOL KOl

kataflmticoi, o€ cOykpion pe to 11% tov yevikod minbucpod.

Avéroyn épsvuva mov mpayparomomfnke amd to RDUKY 1o 2010 og 600
acbeveig pe omdvio voonuoto Oeglyvel mwg VEApYEL EAAEWYN LTOGTNPIENG Yo TIG
avnovyieg tov acBevav mov Ot oxetiCoviol e TO WTPIKO KOUUATL TG 0oBEVELNS.
Yvuykekpyéva, povo to €va Tpito tv acbevav viobovv mwog AapPdavovv emapkm
kowovikn (33%) kot yuyoroywkn (29%) vrootpiEn. To kdplo otoyyeio wotdco moOL
KOTAOEIKVVEL EVTOVA 1] EPELVA OLPOPE TNV avAYKT Kot EAAEWYT TAnpopopnonc. To 52%
TOV epOTOEVTOV oeOAveETOL [N EVNUEPOUEVO OYETIKA pHe TNV ocBéveld Kol TIg
dwbéotpeg vanpeoies. To 65% tov acBevav éhafe mAnpopopies amd Tov £10KO/1TPO
OV TPOYUOTOTOINGE TN OLAYVMOT), EVD EMOUEVEG TNYEC TANPOPOPNONG OTOTEAOVV Ol
evooelg acbevav kot 1o tvtepvet. Kamowot acbevelg avépepav mmg dev tovg 600nke
Kapio mAnpogopia, ovte Katd TN Sdyvoon, mapd pwovo 1o dvopa g achévelag. To
yeyovog avtd, KobmMG Kol To yeYovOG MG Ol mEPLocOTEPOl acbevel Aaupdvouv
TAnpoopiec amd Tov 1Tpd TOLG, TOViCEl TNV avdykn mpdcPoong ce AEIOMIGTEG,

EVNUEPOUEVES TMYEC TANPOEOPIOV, TOGO Yo TOLG 0aohevelic, OGO Kol Yo TOVLG

7 Rare Disease UK: the national alliance for people with rare diseases.
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emayyeApatieg vyelag ot omoiol mPEmeL va O100ETOVY £YKLPEG TANPOPOPiES MOTE VoL
kaBodnynoovv opbd tovg acbeveic. Ot TAnpopopieg mpémel va givor mpooPdoieg o
TOWKIALL LOPPOTVIT®V KOl GE SAPOPO EMIMEON UTPIKNG KOl ETIGTNUOVIKNG YVOONG,
wote va egacpariotel mAnpéotepn KaTovonomn Kot opBoAoyikn ANym amo@dcemv.
Emunpdobeta, 37% tov acBevav oniovel v avdykn Ymapéng KAmolog GUVTOVIGTIKNG
vmmpeciog (Care Coordinator) mov Ba pmopovoe va tovg Pondncetl pe epmTNOELS TOV
TOVG OMpIovpyovVTaL Kotd TN dldpkela TG achévelog, kabodnynon mpog e&eldkevuéveg
VINPEGIES, VTOGTNPIEN K.0. ZYETIKG UE TNV TPOTILOUEVN HEB0dO TTpOSPacng oe kibe
€ldovg TANpoedHpNoN GYETIKG e TNV acBéveln, To 69% TV acbevdv MAwoe Tog Oa

emBvpovoe va katevfovetal og 1otooeiideg (Limb, et al., 2010).

Ye avtiotoyn vyeppovikny épgvva tov 2016 mov mpaypoatomombnke pe
nudounuéveg ovuvevtevéelg oe 68 aobeveig Kol TIG OWKOYEVEIEG TOVG, Ol OCOEVEIC
OMAOVOLV emiong EMMTOG EVIUEPOUEVOL Kol TOVILOLV TG VITAPYEL GLVEYNS AVAYKT Yo
TANPOPOPIeS: amd TN S1AyVMON KoL TNV OVTILETOTION, TIG EVOCELS AGHEVDV, TIG OYETIKES
10T00EAIdEG Kol TG e&edkevpéveg VINPecies, PEXPL TNV KATAAANAN doTpoen, TIC
EMTPENOUEVES AOANTIKEG OPACTNPLOTNTES, TIG EVEPYETIKES YUXAYWOYIKES OPUAGTIPLOTITES
KOl TNV €VUPECT] KOTAAANA®Y LTOOMUAT®V, Ol GVAYKES TANPOPOPNONG TOV AcHEVDOV

eoivetat va av&avovtar Kot va unv kevmtovton exapkmg (Litzkendorf, et al., 2016).

EmumpdcOeta, oe perdémn tov 2013 mov mpaypotomomOnke oe 37 acbeveig e
vevpopikég acBéveieg (11 ovvevtevéelc acbevdv kot 3 oe focus groups), ot
gpotBévteg toviCouv v avaykn Peitioong g mpooPaciudtnrag oto  péca
LETAPOPAG KO GTIG VANPEGIES avoyLYTG Kot AoKNonG, KaBmg VidBouy Tmg Ta KiynTika
TPOPALOTA TTOL AVTILETOTILOVV KOl 1 YPNoN WTPIKOV Bondnudtmv tovg meplopilovv
ONUOVTIKA ®C TPOG TIC KOWMVIKEG EMOQEC Kol TIC OpacTnpldTNTEG OVONWLYNGS.
Evdeiktikd, évag acBevig mov ypnollomolel ovommplkd KopoToOKL OVOQEPEL WG
«UTOP® v KAVE KAmoleg OpacTnploTTeg avoyLyns, oAAL Tto vo Ttaldéym eivon

advvato» (Nierse, et al., 2013).

Yvuykekpévo o 0Tt aeopd ta tatidl Kot ToV TOuPIGHd oxedOV OAEG Ol
TPOCOMIKEG HOPTUPIEG KO amOyelS acBevodv oOlvouv Eueacmn o©Tov TOAD KaAO
TPooyedlacpd Tov TaEWoL Kol T®V SPACTNPLOTATOV TOVG KOU OTNV KOTAAANAN
TANPOEOPNON Yo TIC SLOOIKAGIES, TIG OOUEG KOl TIC VANPEGIEG TOL LIAPYOLV GTOV

TPooplod Tovg (Katd TPoTipnon ot YAdcoa Tovg). ITo cuykekpuéva, evolapépovtan
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v to dbféopna Kévipa Epmepoyvopocsivng, ta vocokopeio kot v mpdcsfacn o€

enciyovca @povtida, TNV woyxd NS OOQUACTIKNIG KAALYNG Kol TIC O0d01KOGIEg

EMGTPOPNG YPNUATOV, TNV VTLOPEN EEEIOIKEVUEV®V OPAGTNPIOTHTMOV KOl DITNPECLOV TOL

OVTOTOKPIVOVTOL OTIC OVAYKEG TOVG, KAOMS Kot TNV TPOoosPacidmta TV Tonodesumv

KOl TOV VANPESLOV oV emBopovy va emioke@Bovv. Xuvnbmg ot acbeveic avalntovv

aVTEG TIG TANPOPOPiES, KAOMS Kol OYETIKES TPOUKTIKES TAEOOTIKEG GLUPOVALG, HEC®

diktdmv ko evooewv acbevov (Paddock, 2016; Mairs, 2019; ERNICA, 2019).

Iivoxag 1. Avaykes aoOevadrv-Bifflioypopixn avookoTnon.

Avaykeg / AoOeveig otV Ilocooto
. 20¢ & ) Oevi BiBi. .
K(l‘ﬂ]’YO[tng KG0g épevva ’ fm avmv’ oV P wypaqfum Tomoc épevvac
OVUYKAOV Piprroypagikn | éxer avti TV avaQopa
ac0evov avapopa avaykn
Bonfewa ot 64%
Swigipion tov (81% otovg | EYRORDIS, Tocotich,
GUVTOVIGLOV TNG 3.071 TAoYOVTEG 2017 Epomuotordyo
ppovtidag and coPapég
o avomnpiec)
2VVTOVIGTIKN Limb. et al - .
vanpeoio (care 600 37% |m2 O’ f 0 a B OGOUK;f
coordinator) POTIHATOAOYIO
EURORDI IT ]
3071 70% URORDIS, ocsormn:
2017 Epompatoroyo
e Lim l. IT ]
Evnuspc’ocm / 600 5204 imb, et al., ocsorumj
[MAnpopodpnon 2010 Epomuatordylo
68 100% Litzkendorf, et HutSoun%tsvsg
al., 2016 OLVEVTEVEELS
E&etducevpéveg
vrnpeoiec 3071 48% EURORDIS, Hocsorudﬁj
OTOKATAGTOONG 2017 Epotnupatoroyo

KOl GYETIKAOV
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Oepameimv
[Ipocappoouéveg
Ol0KOTEG M ,
————— 3071 38% EURORDIS, [Nocotikn,
bepamevTicic 2017 Epompatordylo
ovayLxig
[TpocPacipotnta
MMM .
(1(:; coie ’ 37 100% Nierse, et al., YovevteDnEelg Kot
0
GV2$ Uxﬁ: 2013 focus groups
doKnong K.o.)
EURORDIS, [Nocotikn,
K { 1. 4%
OVOVIKOTOIN oM 953 54% 2017 Epouatoddyio
Kowovikn 600 67% Limb, et al., [Mocotikn,
0
VIOGTNPIEN 2010 Epompatordylo
Limb, et al., [Tocotkn,
600 71%
° 2010 Epompatordylo
Yvyoroykn
vrooTNPIEN
3071 47% EURORDIS, [Mocotikn,
: 0
2017 Epompatordylo
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3.3. [Ipoontikég yio v EAAGS L

To KAipo, TO QLOIKO Kol TOMTIOTIKO TEPPAALOV, M| TEPACTIO OKTOYPOUUN KoL Ol
wpotikée myég mov dwbéter - EAAGda v kabiotodv 1davikn tomobecia yio tnv
avamTLEN VINPECSIOV BEPATEVTIKOD TOVPIGUOD Yo OVOPAOTOVG HE GTAVIOL VOOTLLOTO.
JUYKPITIKO  TAEOVEKTNUO  TOPOVLCIALETOL  EWOIKOTEPO. OYETIKA HE TNV  OVATTLEN
VINPEGLOY LapoTikhg Oepameiog kot Oalaccobepansiog®, Kabme ko oe dTL 0Popd TIG
OpaCTNPOTNTEG OMOKATACTOONG Kol doknong otnv ovorn (Ymovpysio Touvpiopov,

2018).

Q¢ TPOg TIG WHATIKES TTNYES M| YOPA Topovstalel pakpa wotopia. 'Hon and to
1920 vmp&e oyetikd Beopikd mhaicto, pe tov v. 2188/1920, o omoiog kabopile ta
KPUTplo. Ko TiG SladtKaoieg avaknpuéng, Kobmg Kot ToV Kavovioud AErtovpyiog Tmv
myov (Mroakoroviov, 2010). AkolovOnoav apketéc vouobetikéc mapeuPdoel oto
TOpED OVTO, He onuavtikotepn ekeivn tov v. 3498/2006, 6mOL SOUUOPPDOVETAL TO
Oeopikd TAAICL0 Yo TNV TOLPICTIKY AEl0TOINGT TOV UATIKOV TNy®OV, dNUovpyeital
TO TAGICIO Y100 TNV AVATTLEN CYETIKOV LTOOOUMV Kol cvykpoteitol ['evikdé Mntpdo
lapatikov dvoikov [Topwv. Ztov vOpo avtd yivetor Yoo TpoTn QOpA avapopd GTnv
évwolo TV  «UOVAd®V  lopoTiKG  Ogpameiogy, OAAEL KOl TOV  «KEVIPOV
Baraccofepaneiagy. [Ipodxertan Yo €yKATAGTAGELS TOV GLVOVALOVVY TN YPNOT WTPIKAOV
KoL UOIK®OV TOpOV (LOHaTIKES TNYEC Kot Bodacovo vepd) e otdyo va Pertidoovy TV
vyela og omoodToTE eMimedo (MPOANYT, Oepameia, OMOKATACTACT). ZYETIKA UE TNV
KLPLOTNTA KOl SLOYEIPIOT) TOV WHUATIKOV QUOIKOV TOP®V, VT ovikel 6tov EAANviKd
Opyavioud Tovpiopov (EOT), o omoiog duvator va avabétel ) dwyeipion twv TOp®V

o€ tpitovg (v. 3498, 2006; ZtavikovAiedvov, 2016).

[Mopoéro mov cuvorikd otnv EALGSa vdpyovv epiocdtepeg amd 750 1opotikeég
myés (Aavdg, 2019), onuepa oavoyvopiopeves eivar 70 amd ovtéc, ot OmOieg
napovcidlovian oty ewova 6 (EOT, 2020). H ekpetdAievon| tovg mpaypotomoteiton
oTNV TAEOYNGIN TOVG AmO ONUOTIKEG 1| KPOATIKEG EMLYEPNOELS, MOTOGO otV Aldnyo

éxovv oavomtuyBel kol apkeTéc WIWTIKEG TP®TOPOLAiEC TOL GLVEPBOAOV GTOV

18 T 1opotiké ko OoA0coIVE VEpd TEPIEXOVY 1VOGTOLKEID KoL HETAAND LLE EVEPYETIKEG Kot OEPATEVTICEG
V101G, EVTog antdv Tparylotomolovvtal 0oKNGELS, pUGLo0epameies, TEVIKEG LDTKNG EVOVVALMONG KOt
GALEG dPUCTNPLOTNTEG. XTI WpaTIKES Oepameies, mépa and ™ fvdion oto vepod, cupmeptAapPaveTol Kot 1
nocepomeio (Charlier & Chaineux, 2009; Rapoliené, et al., 2019).
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EUTAOLTIOUO TOL TOVPIGTIKOV TTPOIOVTOG Kol GTNV avATTLEY BEPUTEVTIKMV VITOSOUMV

(Aoavég, 2019; Zravkoviedvov, 2016).
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Ewcova 6. Avayvaopiouévor louatikoi Pvoikol Ilopor oty ElLada (EOT, 2020).

Mopd 10 yeyovog mwg n EALGSa €xetl pokpd 1otopio Kot SuvapIKny o¢ Tpog TV
evekla ko TG wpatikés myés, o Bewpeitan Evog TPooPIGHOG BEPATELTIKOD TOVPIGLOV,
kaBmg péypt otiyung oev €xel omupiovpynBel L. GLVEKTIKY] OTPATNYIKY, (OGTE VO
avamtuyBobv  otoxevuéva  BepomenTikég  LWOOSOUEG Kol SpACTNPOTNTEG. XTI
OVOYVOPIOUEVES 1OUOTIKEG TYES TNG XOPOS £YovV avamtuydel Pacikég vTodouég yiao
avoyvyn Kol TOUPIGUO, YOPIG ®OGTOGO VO TPOCPEPOVIOL  EYKOTOOTAGELS Yo
Bepamevtikovg okomovg (Nikoli & Lazakidou, 2019). 'Etot, avti 1 onuovTiky emAoyn
GUUTANPOUATIKNG VYEWOVOMKNG GPOVTIONG, OV €ivol 100VIKY] Y10 LVOCKEAETIKEG Kol
vevporoyikég dwatapoayég (Oluwatosin, et al., 2020; Plecash & Leavitt, 2014), topapévet
onuepa waitepa mwapapeinuévn. Ipokepévov n EALGSa va kataotel £vag maykOoUI0G
TPOoOPIGHOG OEPaTEVLTIKOD TOVPIGHOV, Bol TPETEL 01 EVEPYETIKEG 1OOTNTES TNG PVONG, TNG

0GA0CCOG KOl TOV IOUOTIKOV TYOV TNG VO GLVIVAGTOVV IE KIiviTpa Yio emEVOVCELS Kot
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YPNUOTOSOTIKG TTpoypappate Yoo T Onuovpyic KEVIPOV  OMOKATAGTOONS, TNV
avamtuén  aOANTIKOV KOl QUGLODEPATEVTIK®OV  SPUCTNPOTHT®Y, OAAL Kot
OpacTNPOTATOV  avayvyns, kabBmdg Kot T  Onuovpyios KOTEALUAT®OV  VYNAOV
TPOJAYPOPOV KOl OVENUEVING TPOSPAGIULOTNTOS. ZNUOVTIKN €ivan emiong m Ymapén
KovoD apBpod e£eIKEVUEVOL TPOCHOTIKOD, KOl GUVAP®AS OTOITOVVTOL TPOYPELLLLLOTOL

exmaidevong kot katdptiong (Parisi & Papageorgiou, 2018; Mrakonoviov, 2010).

H Oonyia vt dracvvopilaxn mepiBoiyn ko 1 évtaén e EALGSag ota EAA
pe m onuovpyia tov 18 Kévipov Eumeipoyvopocvvng yio Eravia Noonpata divovuv
véa ®Onon ot mpoonTikéS Tov Bepamevtikod Tovplopod otnv EAAGda, kobdc ot
vINpeciec opatikng Oepameiog, TovPlOTIKOL BOegpuoiiopod kot Baiaccobepameiog
evtdooovtar otov kotdAoyo tov EOIIIY kor ypnlovv emdopatog, yeyovog mov
eumintel oty Oonyla kot onuaivel Towg ot acbeveic mov mpoépyovioaw and v EE
OKAOVVTOL EMOTPOPT YPNUATOV Yoo aVTEG TIG Vnpeoieg (v. 4179, 2013; Evponaiko

KowoBovio & Xvpupovio EE, 2011).

YUVOAIKA, M avATTLEN TOVL OEPOTEVTIKOV TOVPIGHOV Y10, AvVOPOTOVG e GTTAvVIO
voonpato kot xpovieg achéveleg oty EAALGOa mapovstdlel onpepa TOAALEG TPOOTTIKES
Kot pmopel vo @EANGEL oNUAVTIKA TOGO TNV otkovopia, 660 Kol Tovg aoBeveis.
Qot000, (o oTifapn GTPATNYIKT, U0 CUVIOVIGUEVT] TpooTdfelo cuvepyasiog LETAED
TOTKAOV POPEDV, TEPUPEPEIOKADOV OPYDV KOl WOLOTIKMOV ETLYEPNCEMY KOl [0 OVVOLILKN
TOMTIKY] Tpo®BNoNG amotelovV Tpovimdbeon Yo v avadidpOpwon avTod Tov KAASoL

ot yopa pog Kot v aélomoinon tev duvatotntmv tov (Nikoli & Lazakidou, 2019).
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Keparao 4. E&atopkevpévn mAnpoeopnomn vyia tovg acBeveic. Anpiovpyia
epapuoync «Epioney.

[Ipoxeyévou va cuvdeBovv o1 TovploTikéc kol Bepamevtikég vVINpecieg mov dtabétel N
EAGda pe Toug avBpmdmovg mov mdoyovv amd omévio, VOST|LOTO KOt TIG OVAYKEG TOVG,
mpoteivetol 1N avamTLEN UG TOAVYAMOGIKNG  €QOPUOYNS  e&oTOKELIEVNG
TANPoEOPMNONG Yoo Tovg oobeveic. Ba amoteAeiton omd dwadiktvakn epapuoyn (web
application) dote vo Aetrtovpyel o€ MAEKTPOVIKO VTOAOYIOTH] KOL GLOKEVEG UECH
npoypappdtomv tepmynone (web browser), kabmg kot epopproyn Yo Kivntéc GLOKEVEG
(mobile application) Aettovpyikod ovotyuatog Android wor i0S. Qg @opéog
Aertovpyiog TV EQOPUOYDOV TPOTEIVETAL TO OVTOTEAEG TUNUO TOVPIGHOD VYELNS, TOV
Ynovpyeiov Yyelog, eved n viomoinon, avdioyo pe T HEAETN €QAPULOYNG, UTOPEL va.
yiver gite amd avadoyo, eite amd 10 Yrmovpyeio Ynowokng Ioltikng, eite amd iAo
eeldikevévo  mpocomkd TG Onuoctag dloiknong. Xiyovpo ©6TO0 TAGICIO NG
ocuvtnpnong/dtpnong o Asttovpyio Bo mpémel va epmAAKOVV SOUEG TNG ONUOGLOG

dtotknong. Méow TV EQUPLOYDY 01 YPNOTEG B LITOPOHV VO EVIIUEPDVOVTUL Y1L:

o Tic dwbéoyeg ommv EANGda Oepamevtikés vmnpeciec (topoatikn Oepoameia,
kévtpa Bodaccobepaneiog, KEVTIPO OMOKATACTOONG K. 0. ).

e Toa dwBéopa oty EAAGSa Kévipa Epmelpoyvopocivng oraviov voonudtmy.

e To dwbéoa avé meployn voocokopeion Kot TIG Hovadeg Tpmtofaduog vysiog
o115 omoieg o1 acbeveig pmopovv va arevBuvBolv oe mepintwon avykng.

e To onueion mOMTIOTIKOV evilpEPOVTOG o€ KAOE TEPLOYN KOl AEMTOUEPELES
OYETIKA [E TNV TPOSPactidTnTd TOVC.

o T wouyoyoywkés, oOANTIKEG KOl  KOWOVIKEG — OpaoTnpdTTeg  TOL
dopyavavovtor o KEOe meproyn Kot TV KATOAANAOTNTA TOVG avdAoya e kbbe
voonua.

e Ta xatardpoato kot TIg EEVOOOYEINKES LOVADES OVE TTEPLOYN KOl AETTOUEPELES
OYETIKA UE TNV TPOSPacttdTnTd TOVC.

o Tig a&loloynoelS TPONYOVUEVOV XPNOTAOV Y0 VANPECIES TIS OMOieg Ol 10101

ypMNOonoincay 6to TapeAdov.
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[Mo ovykekpéva, kKabe yprotng Ba pmopel vo emhééel v acBévela mov tov
evOlpEPEL amd TN Aoto omaviov voonudtov, kafdg kot tnv tomobesio tng EALASOG
mov emBupel va emokeEel. tn cvvéyela n epoappoyn (ot SdIKTLOKN 1 Yol KIVNTEG
oLoKEVEG ekdoyn TNG) Ba Tov €&dyel AVOALTIKO KOTAAOYO KOl XAPTN UE TIS LOTPIKES
VINpecies, TIC vInpecieg BepamevTikoh TOLPICUOV, TO KOTOADUOTH, TO ONUElN
EVOLPEPOVTOG KO TIS VANPEGiEC mov Pplokoviol GTNV MEPLOYN, LE YVOUOVO TNV

KATOAANAGTNTA TOVG Y10 TO VOOT|LLO. KO TIG OVAYKEG TOL a.c0ev).

Ye mepintwon mov o ypnotng embupel va kdvel avalntnon PAcel VINPECIOV Kot
oy meployngs, Ba mapéyeTon kol avti N dvvatotnra. O ypnong Bo emAyel v acHEveld
0V omd TN AMOTO GTOVIOV VOOUATOV Kol GTY] GUVEXELD TNV VANPEGia Tov emBvuel
(m.x. vanpeoieg amokatdotoong péow Baraccobepanciog). ‘Eneita n epappoyn (ot
OLOOIKTLOKT 1 Y10 KIVNTEG GLOKEVEG £KO0YT TNG) Ba €Ayl KatdAoyo Kot yapTn 6mov Ha
Qoivetal 1 O1OECIUOTNTA TOV CYETIKMOV VANPECIOV GE OAN TNV EMKPATELN TNG YDPOG.
AoV o ypnotng emhééel v emBoun vanpecio PAcel TG KOTOAANAOTNTOG TNG KoL
TOV TPOTIUNCEDY TOV, Ba umopel emALyovTag T0 KOVUT «EmmpdoheTeg TANpOoPOPies»
va ovalnTioel KataAvpota Kot AL onpeia EvOlpEPOVTOg 6TV TEPLOYN, KAOMOG Kat vo

AaPer mAnpoopiec oyetikd pe ntnuota TposfactuoTnTag Yo Kae Eva omd oTd.

[Tépa amd Tovg aobeveic Kot TIC OIKOYEVELEG TOVG, TO. TPOTEWVOUEVA EPYOAEin
TANPOPOPIKNG TOPOLGLALOVV XPNCIUATNTA KOl Y10 TOVG ENAYYEAUATIEG VYEING, Ol 0TTOiol
oLYVA Og JLUBETOLV TIC TO TPOGPATEG YVACELS Kol TIG OlBEcIeS EMAOYEG, DOTE VAL
Katevhivovv ctoyevpéva Tovg acbevelg mpog eEeldikevpuéveg vanpeocies. Méow TV
epaproydv ot emayyeipatieg vyeiog o pmopodv va mpoteivovv otovg acbevelg Tovg
KOATAAANAEG VINPETIES YL TO VOO TTOV OVTIRETORI OV, ®OoTE avTtol va Bondnbodv
o1 dloeiplon TOV cupTTEORATOV Kot oty moldtnTa ¢ Cmng tove. Emmpdcbeta, ot
EPOPLOYEG OVVAVTOL VO YpNOIHLOTOIBoLV Kot ard Kabe GAAO dpmdvTa oV oyeTileTal pe
oV BgpOmeVTIKO TOVPICUO YO GTLAVIOL VOGTLLATO, OT®MG and TS EVAGELS achevav, Tig

EMYEPNOELG TOV AE10TO100V LOUOTIKES TNYEC N Kol TOOVOVG ETEVOLTEG K. 0L

Hopakdro mTopovctdlovial GUVOTTIKG T XOPUKTNPIGTIKA Kol TO Pacikd TEPLEYOUEVO

™G EQUPUOYNG, OTN SLUOIKTLOKT] KoL Y10 KIVITEG GLGKEVESG EKOOYN TNG:

o TloAyAwookdTNTO, OOTE VO EMITPENEL GTOVG YPNOTES VA YPNOLUOTOOVY TNV

epappoy”n kot va dtaBalovv Tig TANpoPopies o€ SAPOPES YADGGES.
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e [Ihonynom mov vrootnpileton and to Google Maps kot to GPS.

o IIMpng Ko evnuep®UEVOS KOTAAOYOG OmOVI®V  VOOUATOV KOl TOV
CUUTTOUATOV TOVG, Pacel tov dedopévav g Evpomaikng modAng yuo Tig
ombviec aoBévetec «Orphanet»™®.

o TIAMpng Kot evnUeEP®UEVOS KOTAAOYOS 1OTPIKMOV KOl BEPUTEVTIKMOV VINPECUDV
(places-activities) mov veictovior ot xoOpo  ovd  meployn  (Kévipa
EUTELPOYVOUOCLVTG, VOCOKOUElD, Hovadec mpwtoPdduiag opoviidag, kévipa
OTOKOTAGTAOTG, LOHOTIKEG TNYES, KEVTIPO Bodaccobepaneiog K.a.).

e Katdhoyog ot yaptng omnueiov moltiotikov evdlapépovrog (places) ko
YOYOYOYIK®OV 1 abAntikeov dpactnplotitov (activities) ava mepoyn. Oa
TEPAAUPAVOVTOAL TANPOPOPIEG GYETIKA L TNV TPOSPactudTNTA 68 KaOE onpeio.

o KatdAoyog kot xaptng Kotadvpdtov kot Eevodoyelakav emyeipnoeny (places)
avd Teployn]. Oa meptapfavovtol TANPOPOPIEC GYETIKA LE TNV TPOGRAGILOTHTO
o€ Kafe KaTGALLOL.

o Toaxtikn avaveémaon / eviuEP®GN TANPOPOPLOV.

e Tlpoaipetikn ohvoeon Kot Onpiovpyio TPOPIA ¥p1oTn, Yo T GLALOYN CTOYEI®V
KoL TNV POy EE0TOUIKEVUEV®V TPOTAGEDV.

o Néo, avaKovOGELS Kot TPOGPOPES (EE0TOUKEVUEVEG EVILEPDGELS AV XpNOTN 1)
erevBepn avalnmon).

e Evooudtoon evidg g €@approyng epyareion dlepedliviiong TOV aVOYKOV TMV
YPNOTAOV, TPOKEUEVOL VO GUYKEVIPMOVOVTOL O£O0UEVA Yol LEAAOVTIKY €pguva

KOl TEPOUTEP® EMEKTOUCT] TNG EQOPLOYNG.

2y ewova 7 aneikovileton eVOEIKTIKA 0 Pactkdg oyedlacoOg TG EPAPULOYNG O KIVITH
OLOKEVLY], MG TPOG TNV OPYK] GEAdN avalntnomng Kot €vo oevdplo gpyociog Omov
npaypatoromOnke avalrnon Pdoet voonuotog kot embountng vanpeciog. [opdpotog
Oa elvat Kot 0 Pacikog oyedooUOg TG EPOPLOYNG OTY JLAOIKTLOKT €KO0YN TNG (E1KOVAL
8).

19 www.orpha.net
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Ulsease ooox

Serace catagory. tiermal Merapy

Rehabwtation center A (thermal therapess)

Thermal therapy unit 8

Tewrdal

Service category o ..'gli '5.0 vh
| Aydin

More information

<

Eiwcova 7. Evoeikticog oyediooudc epapuoyic « Epiones yia kiviptéc ovokevég. Ioia emeepyacia ue to loyiourd MIT

app inventor?,

Swarch for

Curative tourism in Greece

Eicéva 8. Evieiktikog ayediacuds drodiktvoxic epapuoyis « Epioney. Idia excéepyocia ue to loyioucé Webnode?!,

20 hitps://appinventor.mit.edu/
21 hitps://iwww.webnode.qgr/
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4.1. Apyrtektovikn Kot SOUIKA 6TotyElo S10OIKTVOKNG EQOPLOYNG

H oapyrtektovikn tov ovotiuatog 0o mpémer vo elvol ovoikTi] TPOKEWEVOL Vo
dtevkoAvvovton mbavEG HeEALOVTIKEG emekTdoelg Kot avafaduiocelg. Aopkd 1o choTnuo
Oo amoteleiton amd o Paon dedopévev kol tov eELTNPETNTH TNG, AOYICUIKO Kot
eELINPETNTEG EQAPUOYDV, TIG OMOUTOVUEVEG OIKTLOKES VTOOOUES (TOMIKO OiKTLO Kot
evpelog meployng) kot e&ummpetnt otov. Ot Tehkol yproteg TG epaproyns Ba Exovv
npdcfoocn og T HEGH TOL JGIKTOOVL, TOV LIAYETOL GTO OIKTVLO EVPEIOG TEPLOYNG
(Bdroapog, 2018). H gpappoyn Ba mpémet vo a&lomotel Tig vtapyovseS VTOSOUES TOV

duociov topéa, OTOG TNV LITOAOYIGTIKN Vodour Tov G-cloud «.a.

INo v opBn Aertovpyia g dadiktvakng epoppoyns (web application) 6a
npémel vo. dacpaiifetor . ovpPatdémra ™ pe 6lovg tovg Web browsers mov
YPNOUOTOLOVVTAL CUEPO, EVGD Ba TPEMEL EMIONG VO PN GILOTOIOVVTOL OVOIKTA TPOTLTTN
Ko teyvoroyieg Web yia v enitevén d1060voeong Kot SIOAEITOVPYIKOTNTOC UE AAAES
gpoppoyéc (m.y. dnuovpyia API22, XMLZ ki.). Tpotsivetar 1 SadtkTvok epopproyy
va givor cvpfot pe Kivntég cuokevég (mobile devices). Eniong cvotmvetot n avantoén
Kot EgYmplotc eapproyng yio. kivntég ovokevég (android xar 10S), n omoia o €xet
SVVOTOTNTO VO TAPEYEL KATOLEG TANPOPOPIES KO EKTOC GUVIESNC OEOOUEVMV KIVIITAG
miepmviog (Off line). Ta dedopéva Kot Ta AELITOVPYIKA YOPOKTNPLOTIKA TG EQOPLOYNS
Yoo Kwntég ovokevég Ba eivor avtiotoyo pe ovTd TOL TAPOLGLALOVTOL YO TNV
SLIKTLOKT EPAPUOYT. AOY® TNG OVAYKNG TOAVYAWGGIKNG AEITOVPYING TV EPAPLOYDV
Ba mpémer va mpotunBei N kwdwomoinon yapaktpwv Pdcetl tov mpotdmov Unicode,
eV Kot 1 Kodkomoinon tov dedopévav Ba mpénet va Pacileton oe debv mpdtuma
Kodwomoinong (avaivtikdétepa oty evotnto. 4.3) (IMoiitng & Iloaydvn, 2018;
BdaAcapog, 2018).

Yyetikd pe to TMEPPAAAOV dlemapng ypnotn Bo mPEmEL VO EMOIDKETAL O
oXEO0GLOC TOV PAcel amAdTTag, ¥PNOTIKOTNTUS Kot copnvelns. Eival to povo pépog
TOV EQOUPUOYDV UE TO 0TOi0 01 TeEMKOT ypnoteg Ba Epyovtal e emapn Kot yi' avtd Oa
mpémel v efvor  @UMKO kol €0KOAO  otn xpnomn. Xtdyoc dAhwote elvar M
OTOTELECUATIKOTEPT] EMKOWVMOVIOL TV AEITOVPYIKDV YOPOKTNPIOTIKAOV TOV EQPUPLOYDV
pe TOLG YPNOTEG. XTO TmAoico  ovTtd  Elvor  ypNowwn Kol 1 EVOOUATOON

OLTOLOTOTOMNUEVAOV E00TONCEMY GTOVG YpNotes (m.x. push notifications), ®ote va

22 Application Programming Interface.
Z Extensible Markup Language.
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EVILEPMDVOVTOL Y10 CNUOVTIKG VEQ KO TPOGPOPES OO0 KOl OTAV O€ YPTCLUOTOLOVV TIG

epapuoyég (Koprog, 2015; TToditng & Ilaydvn, 2018).

Téhog, To sVuoTUa TPEMEL VoL Stab€TEL il oTIBapr) TOAMTIKN AcPUAEiNG, 101mG G
POog TN SPOAAEN TOV TPOCOTIKMOV O0edOUEVOV TV ypnotov. Ta dedouéva twv
YPNOTOV, ON®G TPOCOMIKE oToryeld Ko kwowol mpocPaocng, 0o mpémer va
KOTOYOPOVLVTOL KOl VO SOKIVOUVTOL KPUTTOYPAPNUEVH HEC® TNG YPNONG TOL
Tp®ToKOALOL acpaieiog TLS, eved mapdiinia o mpénet vo mAnpoHvtat ot BepeAdOELg
apyés g enefepyaciog Tov dedopévov Bacel tov I'evikod Kavoviopov Tlpootaciog
[pocomikdv Aegdopévov (European Parliament & Council of the EU, 2016). Ta
enineda aceoaieiog Oo mpémer va mpocdiopilovrar PAcel TV SIKOOUATOV TV
Katnyopliodv ypnotov. Kdabe xatnyopio ypnotov Ba éxer mpdcoPacn ota eAdyiota
amoutoOUEVO OedOUEVO, KATOTLY OpONG Ynelokng tovtomoinong kot e£0VG1000TNoNG.
Apykd ot ypnotec Oa Tapovcstalovy Ha «TaVTOTNTOY (AVOyvadpion), ot cuvExelo Ha
YPTCULOTOOVV TO SLOMIGTEVTIHPLO. OV KOATEYOLV (T.Y. OVOUO KOl KMOOKOS Yl TOLG
xpNnoteg, usb-tokens ya tovg dayepiotéc) mpokeévov va emaAndevtel T TOTNTA
TouG (awBevtikomoinom) kat, epdcsov 1 emaAnBevon elvarl emTvyng, Bo Tovg TapEyeTan
€Eovo10d0Tnon v v mpocméracn tov dsdouéveov (YAMHA, 2012; Tetaywowtng,
2018).

4.2. Xpnoteg

Ot Baocwcég katnyopleg ¥pnoTodV TOV €QAUPUOY®V €ivar Ol SOXEPLOTEG Kol Ol TEAIKOL
xpnoteg e Ot dwyelptotég empoptilovtar pe TV opUOSOTNTO TG KaOnuepivig
dwxelptong g Aertovpyiog TOV GLGTNLOTOG, T CLVTHPNOCN TOL, T JlayEiplon TV
POMV OESOUEVOV, TIG OTOTOVHEVES avafaduicels K.o. Xe auTtf TNV Katnyopia propel va
TEPAAUPAVOVTOL Ol SLOYEPIOTES KOl OVOAVTEC OEOOUEVDV KOl PACE®MV 0EOOUEVOVY, O
JLXEPIOTES AOYIOUIKOD KOl EQAPUOYDV, Ol VIELOVLVOL ACEUAEING, TO TUMUO TEXVIKNG
vroopigng K.o. (Pacovrdkn, 2016). To cvotnpa Ba tpénet va mepthapPdvet demoen
v toug dayeprotég (backend) mote avtol vo pmopovv va yeipilovor ta Aertovpyikd
OTOLEID TOV EPUPUOYDV KOl CLYKEKPIUEVA, Vo Oloyelpilovtal Tovg YpNOTES Kol Ta
OEdOUEVO TOVG, TO OEOOUEVO. TV EQOPUOYDV KOl TO ONueio €VOQEPOVTOS, TIG
duvatoHTNTEG KoL To KpLTipa avaltnong, Tig Katnyopies, m demagn ¥pNotn, To LEVOD

Kot o Ypaeikd, Tig agtoloynoels tov xpnotav K.o. (IToditng & Ioaydvn, 2018).
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Ot telkol ypNoTeg TG €PAPUOYNG amd TNV GAAN TAgvpd eivar dhot 6Got Ha
€10EA00VY Kol B YPNOOTOMGOVY TNV EQAPUOYT (OTNV OOIKTVOKY N Y10 KIVNTEG
OLOKEVEG €KOOYN TNG) MHECH® TNG OEMOPNG YPNOTN Kol Umopohv va dakpllovv ce

(Kovpovbiavakn, 2012; ®acovrdkmn, 2016):

e Emoxénteg. [Ipdkerrar yio Toug avBpdmovg mov Ba e16éABovy otV €QapLoYn
kot Bo MV ypnolpomooovy, Y®PIc Vo EYYPAGOLY GE OLTH KOl VOl
ONUIOVPYNGOLY AOYOPLUCUO-TIPOPIA XpNoTN. Oa €yovv TpOSPacn oe OAEC TIg
Bacwkég mAnpopopieg kol Asrtovpyieg TG €PAPUOYNG, ®OCGTOCO d0ev Ba TOLG
eppavifeton  eEatoptkevpévo  mepleyOuevo, PAacel Tov  TPOEIAL Kol TOV
TPOTIUNGEDY TOVG.

e Eyyeypouuévoug ypnotec. Ipdxertan yioo tovg ypnoteg mov Ha eyypapodv 610
CUGTNUO, ONUIOVPYDVTOS TPOCHOTIKO AOYOUPLOCHO, (DOTE VO UTOPOLV VO
a£10TOMGOVY TO GUVOAD TV AELTOVPYIKOV OLVOTOTHTOV TNG £papuoyns. Ot
gyyeypappuévol ypnoteg Ba drakpivovror mepartépw o 0oBeVelG 1 0tKOyEVELES
acBevov Kot emotnuoveg vyeiag. O ypnoteg awtol Ba vrofdiovy ta oTorKEin
TOVG GTO GUGTNUA KO, 0pPOV Ol SLYEPLETEG EAEYEOLV Ko eyKpivovv TO aitnua,
Bo amokToLV OGvoua ¥pNoTN Kol KOdKO mpdsfaocng yuo tnv €lc0dd Tovg otnv
EPOPLOYN LE OCLYKEKPUEVO TPOQOIA ypnotn. Me owtd tov Tpoémo o tovg
mopéxeTor M ovvordtTo  €EATOUIKEVUEVC  TTANpOPOpNoNS, Pdost TV
TPOCONIK®OV  OTOWEI®V Kol TPOTIUNCEDY 7OV ONAMCOV GTO GUOTNLA.
Emunpdobeta, Oa pumopovv ot 10101 ot ypnoteg mov dbETovy TPOCOTIKO
Aoyoplacpd vo amodnKebovy TIG OYOTNUEVES TOLG VANPECIES Kol To. onuein
EVOLAPEPOVTOG TOVGS, TPOKEWEVOL Vo Un yperaletat va mpofaivovv e €k VEOL

avantnoes.

4.3. Agdopéva kot ALOAEITOLPYIKOTNTO [LE GAAL GLGTHLOTO

OeUéMO TOV EQOPUOYDOV OTOTEAOVV TO OEOOUEVO GYETIKA LLE TOL GTAVIOL VOOT | LOTOL KO
To GUUTTOUOTA TOVS. Ta dedopéva owtd Ba avtAnBovv amd v Evpomaikr moin yia t1g
omdvieg aoBéveieg «Orphanet»?®. H mpocfacn ota dedopéva tng Orphanet, ta omoio

Srorifevran elevPepa o popen apyeiov XML vrd tovg dpovg ¢ ddstag «Commons

24 www.orpha.net
% Erowddovton kon apysio API.
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Attribution 4.0 International (CC BY 4.0)»%, mapéyeton péom g tomobeciog
Orphadata®’. Metaéd dAov, to dedopéva g Orphanet mepiappdvovv: opysio
OVOLLOTOAOYIOG KOl TOEIWVOUNCEMYV OTOVIOV VOSUATOV, ETONUOAOYIKA Oedopéva,
CUUTTOUATOAOYIO, TOTOVG Kol OYECELS UETOEL Olatapoymv, cLoyeTI(OUEV Yovidld,
ATOYPOUPY] T®V 0pQUVOV Qopudkmv K.o. Oha o cvvora dedopévov g Orphanet etvon
TPOcPAcLlo TPOG OlEPEVVIOT UECH EPOTNUATOV GE SLOUOPOOUEVE TEAIKA ompueio
SPARQL (endpoints)?8. H petdppaocn kot mposappoyy Tov dedopévav e Orphanet oe
dAAec yAdooeg pmopel va mpaypotomombet and apudde E6vik Opdda Orphanet 1
dropo wov opilovtal amd TOV GLVIOVIGTN TNG XDOPAS, HETE Amd VIOYPAPT] CLLPEOVING

HETAPOPAC dedopévav pe tnv Opada Xvvtoviepov g Orphanet (Orphanet, 2017).

H ovopoatoroyia Orphanet eivat opyavopévn oe pia moAv-tepapyikn tagvounon
Kol o€ ka0e acHévela amodideton Eva LovadIKO Kol 6Tadepd avayvmPIoTIKO, 0 KMIKOG
ORPHA (Orphacode). H kwdwonoinon kot ta&ivounon g Orphanet npoteiveron amnd
TANOOPO. AKAONUOTKDV KOl 10TPOV, MG 1] TAEOV EVOEDELYUEVN YL TO. OTLAVIO. VOGTLOTO,
eva MO ypnoonoteitan emttuynpéva oe ToAAEG evpomaikég yopes (IaAlia, eppavia
k.0.) (EUCERD, 2014). TTapoia owtd Opme, veiotator Kot TAnpng evbuypdupicn pe
Atebvf Ta&wounon Noocwv tov Tlaykoouiov Opyoaviopov Yyeiog (ITOY) xon €tol o
kodikoc Orphacode avtictoryileton pe 16odHvapo kodiukd ICD-10, émov vrdpyer®®, evéd
ovvdéetan emiong kot Ao tpotvna (m.y. SNOMED CT) (Orphadata, 2020). Qotdco,
10 tpé€Yov mpotvmo ICD-10 mapovoidlel onpovtikés eAlelyelg ¢ TPOg TO GIAVLO
voonuata, o€ avtiBeon pe to véo ICD-11, 1o omoio dev eppaviler eddeiyelg, kabmg ot
kwowoi g Orphanet ypnoporomnkav wg mpdTLTO Yo T dNUIOVPYIC TOL HE OKOTO
™ cvpmepiAyn TV oraviov voonudtov oty tofvounon tov IIOY®X (Aymé, et al.,
2015). Asdopévov 61t To ICD-11 o 1e0si o€ pappoyy v 1" Iavovapiov Tov 20223,
OVOUEVETOL GOVTOUO Vo LEdpEel mANpNG evbuypdppuon Kot avtiotoiyion HeTOED
kodworoinong ICD-11 ko1 Orphacode. Avtd eivon 1dwaitepo onuoviikd Yo tnv
onuovpyia twv mpotevouevav epappoymv, kabng n Awebvng Tagwvounon Nocwv

(ICD) etvar m mAéov dadedopévn oty EAAGOa, kot €Tt 1 vioBétnon Tov TPOTHTOL

26 hitps://creativecommons.org/licenses/by/4.0/

27 hitp://www.orphadata.org

28 hitp://www.orphadata.org/cgi-bin/spargl.html

2 Topeova e Toug kavoveg «Orphanet ICD-10 coding rulesy :
https://www.orpha.net/orphacom/cahiers/docs/GB/Orphanet ICD10 coding_rules.pdf

%0 Tepinmov 5.400 onévia voorpoto g Orphanet éxovv svtayBei oto ICD-11 (Aymé, et al., 2015).

81 hitps://www.who.int/news-room/detail/18-06-2018-who-releases-new-international-classification-of-

diseases-(icd-11)
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ICD-11 6o Pondncet omv €VKOAGTEPT EMITELEN OHAEITOLPYIKOTNTOS UETAED TV

EOVIKOV TANPOPOPLOKDY GLGTNUATOV.

Yvykekpuéva, Oa mpémel  epappoyn dwadiktoov (web application) 1 kg
ovokevng (mobile application) va diodertovpyei pe To TANPOPOPLOKE GLOTHUATO, TOV
Ymovpyeiov Yyeiog ko tov Atha Yyelog, kabag kot pe to Yrovpyeio Tovpiopo?, to
Hevodoyelakd Empeinmpo EAAGdoc, tov XOvdéeopo Aquov kot Kowothtov
[opotwcov IInyov EAAGdog kot to Yrovpyeio TToAtiopov kot AGANTiopov. 1o mlaicto
avtd elvar okémpo va ypnoipomombovv debvn mpdTuTa emkowvoviog, onwg to HL7,
TPOKEEVOL Vo emTeLYBel 1 OTPOCKONTN AVTOAANYT) TANPOPOPIDOV KOl LIVOLATOV
HeTal) TOV TPOTEWOUEVOV EQPUPUOYDV KOl CGAADV TANPOPOPLOKADV GCLGTNUATOV

(BédAoapog, 2018).

Oa mpémel mapdAAnAa va yivel GOvVOEST] HETAED TV JESOUEVMV Y10 TO, CTAVLN
voonfuoto Tov O kmduomolovvtar oe ICD-11, tov onueiov evdtapépovtog (places) kot
TOV VANPECIOV 1N SPacTNPOTATOV evdlopipovtog (activities). Avoivtikodtepo, Oa

TPEMEL TOL OEGOUEVO, GYETIKA LLE TAL VOGTILOTOL KO TOL GUUTTOUOTA TOVS VO GLVOEHOVV:

e Me 11g KOTAAANAEG VYEOVOUIKES LINPEGieg (places) mov vrdpyovv ot YOO,
OTMG KEVTPO AITOKATACTACTG, KEVIPO, EUTELPOYVOUOGVUVNG KAT. Ot mAnpopopieg
oyxetkd pe ovtd ta places o avriodvrar péom tov Ymovpysiov Yysioc®? ko
tov Atha Yysioc® pe ta omoio 1) epappoyn o Stakertovpyet.

o  Me 115 dwBéoiueg Bepanevtikég dopég kot vanpeoieg (places & activities) mov
VIApYovV og KABe TEPLOYN, OMWG KEVIPO LOUATIKOV BEPATEIDV Kol VINPESIES
amokatdotacng pecw Boraccobepanciog. Or mAnpopopiec GyeTKA He VT TaL
onueia evolapEPOVTOg Kot TIG OYETIKES Opaotnprotntes (places & activities) Oa
avthodvrar pécem Tov Ymovpysiov Tovpiopov kar tov Tuvdéopov Afpov Kot
Kowotqtov Iapoticdv Inydv EAGdoc®™®, pe ta omoia 1 spoppoy Oo
Stodettovpyet.

e Me Tig d00€01EG TOVPIOTIKEG €YKOTOOTAOCELS Ko Katadvpoto (places) mov
vdpyovv oe KAOBe meployn, KoOOC Kol mANpoeopieg oxeTikd pe (nTnuoTo

npocPoaciotntds tovg. Ov mAnpoeopieg oyetikd pe ovtd ta places Ha

32 hitps://www.moh.gov.gr/articles/citizen/xrhsima-thlefwna-amp-dieythynseis/75-nosokomeia-ana-
ygeionomikh-perifereia

33 hitps://healthatlas.gov.gr

34 http://www.mintour.gov.gr/PressRoom/News/anagnwrismenes-iamatikes-phges-ioylios-2018

35 hitps://www.thermalsprings.gr/index.php/el/therapeies/xrisimes-odhgies-menu
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avthovvtolr pécm Tov  Ymovpyeiov Tovpiopod kot TOL  EEVOS0YEIKOV
EmpeAnmpiov EALGSac™®, pe ta omoia 1 epappoyh Oa Stakertovpyei.

e Me 1o moMtioTiKG onueio evdlapépovtog (places) kot TG TOMTIOTIKEG Kot
abintikéc dpaoctnprotnteg (activities). Ot mAnpogopieg oyetikd pe ovtd ta
onueio evolapépoviog kol TIc Opaoctnprotnteg (places & activities) Oa
avthodvtar pécm tov Ymovpysiov TTohtiopod kon AOAnTiopnov®’, e 1o omoio 1
epappoyn Ba dwkertovpyel. Ltadlakd MOTOGO KPIVETOL GKOTILO VO VITAPYEL M
SLVOTOTNTO EUTAOVTIGHOV TNG TANPOPOPING TNG EQPUPLOYNG OYETIKA HE TIG
TOMTIOTIKEG Kol aOANTIKEG dpaoTNPLOTNTEG Kot ad TO TOMIKO EMIMEDO, KOOMG 01
TEPIOCOTEPEG AMO OVTEG TIG OPUCTNPLOTNTEG OEV LAOTOOVVTOL KEVTPIKA. Evog
TpOmog Yoo vo emrtevyfel avtd Bo pmopovce va givor m dacvvoeom 1|
OLAEITOVPYIKOTNTA TNG EPUPUOYNG LE TIS EMIONUES IGTOGEMOES TOV OUATIKAOV
AoVTp®V KGO TEPLOYNG, KAOMG GTNV TAELOYMPia TOVG (TT.). 10TOGEADOEG AOVTPDV
Awdnyov, TIolap, Aaykadd, Ospuiov K.o.) TOPEYOVY TANPEIS TANPOPOPIES
OYETIKA LE TIC OpacTnPodTTeg GOANGNG Kol avOyLYNG TOL TPOGPEPOVTUL GTNV

TEPLOYT] TOVG.

4.4, Evdektikd mapadstypo ¥pnong mme epapuoyns owdiktvov (web application) 1

KWNTNG cvokevng (mobile application)

21 ovvéxeln TapovclaleTal £vo TOPAdEYHO TNG COVOEONG TOV TANPOPOPLDY TOV
TEPLYPAPNKOAYV OTIC TPONYOVUEVEG TOPAYPAPOVS, TPOKEUEVOL VO, KOTAGTEL KATOVONTO
TG €vog actevig Tov TANBLGHOL peAéTng pmopel va emm@eAndel amd v epappoym
(otv web /| mobile gkdoyn g avardymg tov mpotiunoemy xpriotn). Eotm tog évog
acBevig Tov TAoYEL OO VEVPOUVIKO 1 VELPOEKPVAIGTIKO GTdvio voonuo, entBupel va
oyxedldoet éva tagiol Bepaneutiko Tovpiopoy otnv EALGS. Apyikd, €1GGyovTog otV
EPOPLLOYN MG KPLITAPLO T VELPOAOYIKE VOGTILATO, LEGM TNG SIAELTOVPYIKOTNTOG LLE TOV
XHvoeopo Afuov kot Kowvottov lapatikov Tinyov EAALGSog, Aapfdver o Alota pe
TIG KATAAANAES Yoo avTd Oepamevtikég myec Ko pmopel vo mAnpoeopndet yio Tig
vnpecieg mov mopéyovior o kdbe po. Ev mpokeéveo, yioo ) onpovpyion Tov

napadeiypatog, Bao emheyfovv and ™ Alota to Aovtpd Adnyov, ota omoio peTald

36 hitps://www.grhotels.gr/touristikos-odigos/anazitisi-ksenodocheion-kai-kampingk/
37 https://www.culture.gov.gr/el/service/SitePages/events list.aspx
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AoV Toapéyovtol vanpecieg Aovtpobepamneiog, vopokivnolobepaneiog, vVopopardEemv

K.Q.

Awdgrtovpydvtog Kot ovTAGVTaG dgdopévo amd Tov  AtAavta  Yyeiog,
elodyovtag ¢ kpumplo avalntmong tov voud EvPolag, vmdpyer n dvvardtnto
EVNUEPMONG YL OAEC TIG VYEIOVOUIKEG OOUEC TOL  LAWAPYOVLV OTNV  TEPLOYN.
Yvuykekpéva, o aobevig Ba pmopel va mAnpoeopnOel yio to vocokopeio Kol TIC
povadeg mpwtoPdOuiag @povtidag vyeiog oto omoion Oa pmopel va amevBuvOel oe
TEPIMTOOTN OVAYKNG, KAOMG Kol Y10 EEEIOIKEVUEVESG OOUES, OTIMG LOVAJES EEEIOIKEVIEVTG
QpovTidag, Kévipa amokatdotaong kot omobepameiag, doués euoikobepameiog Kot

gpyoBepaneiog K.a.

2N GUVEXEL, OLHAEITOLPYMVTOS KO OVIAMVTOG OEOOUEVO TOV EEVOO0YELNKOD
Empelnmpiov EAAGSag, umopei vo avalntioet 6Aa to SoBEcHe KOTAADUOTO GTNV
TEPLOYN, EVAO ®G Kprnplo avalrtnong pnopet va opiobet kot n e&umnpétnon atopmv e

avannpieg o€ mepinTmon Tov 0 acHevig avTILETOTICEL KIvTIKA TPpOoPALOTOL.

Emunpdobeta, péow g dwdettovpykdmrag umopet vo aviiel dedopéva amod
TNV EVOTNTO  «EKONAMGEIS» 1TNG 10TOGEAMONS Tov  Ymovpyeiov IloArtiopod Ko
AOMnTiopod kor va mpoypotomolel  avalnmon Paoer mepoyng g EAAGdoc,
nuepounviag, kotnyopiog ekdNA®ONG Kol OpAd®V EVOLOPEPOVTOC, TAPEXOVTAS £TGL TN
duvatodTNTO  GTOYELUEVNG  TANPOEOPNONG YO TS TOMTIOTIKES KOl  OOANTIKEG
dpaoctnproTeg mov emBvpel o ¥pNoTNG, AviAoyo He TO YPOVIKO dtdoTtnua mov Oa
emokepfel v AdNyo kol ta evolapépovtd tov. Emmpdcobeto, pécm g mOANG
«Odv66éac»® Tov Yrovpysiov IToAtiopod kar AGANTIGHOD, IE TO OTOI0 O EQUPHOYES
Ba dwodertovpyolv, TOPEYETOL TANPNG KOTAAOYOG KOt ¥GpTNng He OAa To pvnueio, To
LOVGELD KOl TOVS apyOooA0YIKovS y®povg T¢ EAAGdac. TTapdAinia, dtadeitovpydvTog
pmopel var avtAel dedopéva amd v emionun 16tocekido TV Aovtpdv Adnyod®, dote
va Tov mopacyedel emmpochetn mANpoopio. GYETIKA HE TIG TOPOAIES, TO TOMIKA
povoeia, Tig afANTIKES Kot WYoyoy®ykég dpacTPlOTITEG TOV SlLOPYOVAOVOVTOL TOTIKE

K.Q.

IMvetar avtiinnto nog Ba eivar dvokolo kat xpovoPopo Yo Tov achevi vo Bpet

OAEC QWTEG TIG TANPOPOPIES Kt va oxedACEL TO TaEiOl TOV, KOODS To dedopéva elvar

38 hitp://odysseus.culture.gr/a/map/gmaps.jsp
39 https://www.Visitedipsos.qgr
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KOTOKEPUATIOUEVO KOt 0V €EEOIKEHOVTOL OC TPOG TIG MPOCMMIKEG TOv ovaykes. H
epapuoyn «Epione» (otn OS10IKTLOKY KOl Y10, KIWVNTEG OGLOKEVEG €KOOYN TNG),
ouvoéovtag OAEG TIG mapamdve doués, Ba mapéyet ko Oa cvoyetilel OAa Ta dedopEVaL
OV avamrTOYONKOV 6TO TOPAderypo péca and Evav KOUPo, EMTLYYXAVOVTAG TV GLECT
Kot eE0TOUIKEVIEVT TANPOPOPN OGN TOV 0oOEVT Y10 OAES TIG TOPAUETPOVS TTOL UITOPEL VoL

TOV EVOLAPEPOLV KATH TOV GYEAOCUO VO TaEWO0D BepamenTiKod TOVPIGHOD.

4.5. SWOT Avdéivon

[Mapaxdto wpaypatoroleiton po cvvioun mpocseyyion SWOT Avdivong pe okond va
depguvnBovv o duvatd Kot advvopa onpeio, Kobmg Kol ol ukolpies Kot ot Kivovvol
OV VPIGTOVTOL GYETIKA Pe TNV avATTLEN TOL BEPUmEVTIKOD TOVPIGHOV Vi acbeveig pe
ondavio voonuota oty EALGda, pésm g onpovpyiog e epaployns eE0TOUIKEVIEVNC
TAnpoedpnong «Epione». Tivetar epeavég mog evd vEioTOvTOl adVVOIES Kot
eEotepkég amelhéc mov Ba mpémer vo avTeTomofovy, to duvatd onpeio Kot ot
evkaipieg mov mapovotdlovral lvar wtaitepa onuavtikd. MaAicTo, enedn Kamoles amd
TG advvapiec Bo pmopovoav va avIYETOMGOOVV aflomoudvtog TIS guKopieg mov
napovotdloviar oto  eEmtepkd  mEPIPAALOV (M), EPELVNTIKO  KEVO-EPELVNTIKA
TpoypappaTo, KOGTOG avadldpOpmong-ypnUaTodoTIKG TPOYPAUUOTA), 1| VAOTOInoN

evOg TETO10L eyXEPNUATOG PaiveTal va €xel BeTikég mpoomTikég yia tv EAAGSa.
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ITivaxag 2. Swot Analysis yia tyv avdrtoln tov Geparevtikod tovpiouod uéow e epopuoync « Epioney

Ecotepuko neprpairov

Strengths (Avvard onusio)

Yrapyovv o1 Bactkég LVITOSOUES Kol O1 PLGIKOT
ToOpOL.

H EAAéda amotedel 1101 Tayiopévo
TOVPLOTIKO TTPOOPIGLLO.

H ydpa dOvaton vo kodvyet
SLPOPOTOMUEVES BEPATEVTIKES AVAYKES
(Toucthopopeia LVINPEGLDOV).

Mmropel va amo@EPEL CNUAVTIKA KPOTIKA
£€0000 KOl OIKOVOULKE OQEAT).

2ouPaietl otn d10(pOPOTOINCT TOL
TOVPLETIKOV TTPOoidvVToc, mov amoTeAe
SLLYPOVIKO GTOYO TG YDPOS.

Mmropei va a&lomonBei n 10m vdpyovoa
TEYVOYVOGTIO KOl 0L TEYVOAOYIKOT TOPOL TOV
onpociov.

l'soypaed n xdpa amoterel 6TOVPOIPOLL
KOl KOVTLVO TPOOPIGUO GE OVOTTUGGOLEVES
ayopég (m.y. Zaovdikn Apafia).

Yndapyovv onpovtikoi VTOGTNPIKTIKOL
TOPAYOVTES, OTMG TO KAILO KO O TOAITIOTIKOG
TAOUTOG TNG YDPIS.

Weaknesses (Advvara onueio)

Agv VAP oLV OKOUO OPKETE CYETIKA
dedopéva

Amauteiton eKTETAUEVT OlEPEHVNON TOV
AVOYKAV Y10 OAQL TOL GTTAVIO VOOT|LLOTOL
TPOKELEVOL Vo, UV vTdpEovy amokAeiopol
o€ Katnyopieg acHevav.

H avadidpbpwon tov veiotapuevmv vTodopny
Kot 1 dnpovpyia véwv mov Ha
AVTOTOKPIVOVTOL OTIC OVAYKES OMOTEAEL
xPOovoPopa Kot damavnpn dladtKacia.
[Ipoxertan yia éva eyyeipnuo mov amortel
EVOLVALLMGCT TOV TOTIKAOV CPLOSIOTHTMV Kol
TPOTOPOVAIDV KO GLVOPADS OTOULTOVVTOL
Oeopikéc aAhayéc.

Eotepkoé neprpairov

Opportunities (Evkaipisc)

Y piotatol epguvntikd kot ayopoio Kevo
OYETIKA L€ TO GUYKEKPIUEVO EYYEIPMLLOL
[Tapovsaletl xpnoWOTNTO Y10 EKOTOUUDPLOL
avOpdTOLG TOYKOGUIMG.

Yhpyovv epELVNTIKE KOl ETLYEPTLOTIKA
YPNLOTOSOTIKG TPOYPELLLOTO Y10 KAVOTOLLES
10£€€G OYETIKA LLE TOL GTAVIK VOGTLLOTOL, OTOG
10 evpomaikd «E-Raren™.

Yrdpyovv tonobecieg mov dev Exovv
mAnyel/aAloiwBel and tov palikd Tovpiopro
KoL 0vo&lomoinTn EcOTEPIKT 0yOpd.

Threats (Argiléc)

Xpnuoatodotikég SVGKOAMEG Kot amovsio
EMEVOLTIKOV EVOLUPEPOVTOG,.

H\ektpovikdg avarpafnrtiopds kot pn-
YPT|ON TOV VEDV TEYVOAOYIDV OO PEYOAN
KaTnyopio Kowvov.

H otk aAloyn evogyetot vo omeIAnoel
TOVG PLVOIKOVS TOPOLG KO TNG VITOOOUES TNG
YDPOC.

AvantHhooetal avTay®VIoUOg Omd YEITOVIKEG
YOPES Ko dALeS ympeg evtog e EE, mg
TPOG TOV TOUEN TOL BEPATEVLTIKOV
TOVPIGULOD.

40 Ao o VIapPOV HOVTELD TOV «HAOV-OdAacGoc» oV emikpatel (Laledg ToVPIGUAC).

4 hitp://www.erare.eu/project
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Eniloyoc-Zvunepdcuoto

O mnBvopdeg mov emnpedletar amd KATO0 GMAVIO VOGO TOYKOCHIOG AVEPYETAL CE
263 pe 446 sxatoupvplo avBpomovg (Nguengang Wakap, et al., 2019). Ot dvokoAieg
OV TOPOLGLALOVTOL GTN OAYVMOOT KOl (QOPUOKEVTIKY] OVTIUETMMION TOV OCTOVIOV
VOOIUATOV TOPAUEVOLY LEXPL KOl CTIUEPQ LOYVPES, EVA EKTILATAL TOS MEYXPL Kat 50%
TV aobevdv pmopet vo un Aapovv moté opbn| diyvoon (EURORDIS, 2020). Adym tng
OTOPASIKOTNTAS TOVG, VINPEE SLOYPOVIKE LELWUEVO EPEVLVNTIKO EVOLOPEPOV CYETIKA LLE
ovtd to vooruata. Ta tekevtaio ypdvia Opwe, 10img ot eminedo EE, AoauPdvovrot
ONUOVTIKEC TPOTOPOVAIEG, OTME 1| TOATIKY S1OCLVOPLUKNG TTEPIBOAYNC TOV avaPEpETL
JKPITA 6TO GTTAVIC VOGOt Kot 1 dnpiovpyia towv Evporaikdv Aiktiov Avagopdc

Y10l TO GTLAVIO. VOGTILOTA, 0TO omoia evTdyOnke kot 1 EAAGSa to 2020.

Mopdiinio ®otdG0, To. oTAVIO VOOt Eival GTNV TAsOYNQia Tovg aviota,
EKQLMOTIKA KOl EMPEPOVY GOPROPES avammpieg, YEYOVOS IOV KOTAOEIKVVEL, TEPA AmO
TNV WIPIKN KOl QOPUOKELTIKY] avAYKN TPoodov, Tn YPNOUOTNTA  SopOp®V
CUUTANPOUATIKOV LVINPECLOV TOV UTOPoLV va cuuBdiovv otn KaAdtepn dwayeipion
TOV COUTTOUATOV Kot otV adénon g modtnrog {onNg Kol TG WYLYIKNS LYelog TV
acBevav. H mapnyopntikn epovtida, ta kévipa mOpmv, to Bepaneutikd mpoyplppoto.
aVOYLYNG, Ol TPOCOPHOGUEVES OLOKOTEG Kol 0 OepamenTiKOC TOVPIoUOS, KaODS Kot
KOTOAANAEG  OpOoSTNPOTNTEG  OMOKATACTOCNG, (OKNOoNG Kot oavoyovyns  (m.y.
vOpobepameieg K.0.) eivar PHEPKEG LOVO OO TIC VINPEGIES TTOV UTOPOVV VO TPOSPEPOVY
ONUOVTIKA OQEAN GTNV OACTIKN JtoXElplon Hiag omdviag mdonong Kot 6Ty TotoTnTa
g Cong evog acBevn mov (et pe avt. Ewdiwdtepa og acbeveic mov mdoyovv amd
VEVPOUVTKE KOl  VEVPOEKPUMOTIKA OTAVIO, VOONUOTO TO ONOoio  TopoLGLalovv
ONUOVTIKEC  EMIONUIOAOYIKEG EMMTMOELS KOL TPOKOAOVV cofapéc avommpieg, ot

TOPOTAV® VINPEGIES UmopoVV va eivar 1taitepo ETOPELEIC.

H Evpomnaikq Exitponn toviletl v avdykn Bedtioong g tpocsPaciudtrog o€
aOANTIKEG, YLYOYOYIKEG, TOMTICTIKEG OPACTNPOTNTEG KOl YDOPOVG TOL TOPEXOVLV
KOWMOVIKEG VIINPESieg Yo avBpmdmovg mov fovv ue avamnpieg (European Commission,
2010), eved ko ot épevva. EURORDISCare 2002-2008 to 92% tov acbevdv Oempel
1 K0B00NYNON TPOG KOWMVIKES LVANPESIEG KOl SPACTNPLOTNTEG AVAYVYNG ONLOVTIKY.
Ewdwotepa, Pacel Tov peretdv mov depevviOnkav, ot acBevelg e omdvio voon oo,

exkepalovv avdykn yw: o) kabodnynon kor Bondeio 61N daxEIPIOT TOL GLVTOVIGHOD
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™G PPoVTIoaS, B) e£e1dIKEVUEVES VIINPEGIEG MOKOTAGTAONG KOl GYETIKMOV OEPOTELDV, ¥)
KOWMVIKT KOl WYUYOAOYIKN] LIOGTNPIEYN, O) TPOCUPUOCHEVES OLOKOTEC 1 VINPECIES
Bepamevtikng avoyvyns, €) Pertioon g mposPaciyotrog e MMM kot vanpecieg
avoYVYNG Kot AoKNnong Kot £) mAnpo@dpnon mov va, avtarokpiveTol otig e£e1dkevuéveg

avAyKeS TOLG,.

H EAAGO £xel TOALEG TTPOOTTIKES VAL ATOTELECEL EVOV TPOOPIOHO BEPTEVTIKOD
TOVPLGHOD, AOY® TOV KAILATOG, TOL PLGIKOV KOl TOATIGTIKOD TEPPAALOVTOS KOl TV
QLGIKOV TOP®V OV SLDETEL, OTMOC 1) TEPACTIOL AKTOYPOUUN Kol 1] TANODPO 1OUOTIKOV
YoV, 210 TAaiclo avtd, Kol AauPdvoviag vmoymn TIC avAyYKeEG TV acfevdv mov
dlepguvnnkay, mTpoteiveTarl 1 dNUovPYio EPUPUOYNG EEATOUIKEVUEVIG TANPOPOPTIONG
(og OladKTLOKY] €KdOOT KOl £KOOCN Yo KIVNTEG GLOKEVEG) Yo acbeveic pe omdvia
voonuato, HECH NG omoiag Bo pmopodv vo oYedldoovy AETTOUEPMG &va TOEiOL
OepamevTikod TOLPIGUOD OTN YOPO WOG, TOV VO OVTOTOKPIVETOL OTIC €EEIOIKELUEVES
avdykeg tovg. Ot gpappoyéc Ba a&lomoovv MO ehevbepa Sabécia dedopéva LECH
SAELTOVPYIKOTNTOG KOl OvVATTUENG Guyypovev texvoroyuny Web Services kot APIS.
JuyKeKpLEVa, Ta OgdOUEVA YlOL TOL OTAVIO. VOCTUOTO KOl TO GUUMTOUATE TOLG Oa
aviAnfovv amd v Evpomaikn woAn vy 11g ondvieg acBéveleg «Orphanety.
Awhertovpyovtog pe tov Athavto Yyesiog kou 1o Ymovpyeio Yyelag 0o mapéyovron
TANPOQOPIES GYETIKA e To SLBEIUO KEVTPO EUTELPOYVMOUOGVVIG, TO, VOGOKOUEID Kot
TIG povadeg mpotoPdduag epovtidag vysiog. Awodeitovpydviog pe to Ymovpyeio
Tovpiopod ot Tov XHvoecpo Afuov kot Kowvotntov lopatikov Inyov EALGSog Ba
mapEyoviol TANpoeopiec oxetikd pe T Swbéoiueg oty EAAGda Oepamevtikég
vampeoieg (lopotikny Oepomeia, kévipo Ooiaccobepameiog, KEVIPO ATOKATAGTOOMNG
K.0.). Ot TAnpoopieg yia Tig EevodoyelakeS VITOOOUEG KOl TIG TOMTIOTIKEG, OANTIKES 1)
OAAEG OYETIKES OpaoTNPLOTNTEG O TTapEyovionl HEGH TNG OLHAEITOVPYIKOTNTOG WE TO
Hevodoyelokd Empeintmplo EALGSag ko to Yrmovpyeio TToAtiopov kot ABAnticpon
avtiototya. Me avtd 1OV TPOTO TO EPYOAEID TANPOPOPIKNG TTOV TPOTEIVOVIOL GTNV
napovoa epyacio Bo mapéyovv duecn Kot EOKOAN TANPOEOPNGT 6ToVS acbevelg Paoet
tov egewdikevpévoy avaykdv tovg. TlapdAinia, ot epappoyés Ba evoopaT®VOLV
EPYOAELD TEPALTEP® OLEPEVVTONG TV OVOYKDV TV YPNOTAOV, DGTE VO GUYKEVIPDOVOVTOL

dedopéva Yo LEAAOVTIKT £PEVVO KO TEPUUTEP® EMEKTACT).

Agdopévov OTL TPOKEITOL Yoo VA OYOPTOYPAPNTO aKOUO TTedio M TEPAUTEP®

épevva amoteAel kabopilotikd mapdyovra. To epguvnTikd evolapEPOV oL avadvLONKe Ta
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tehevtaio ypdvia ylo T GTAvie voorpata, teplopileTot kotd Bacn otn didyvmon Tovg
KoL TNV avantuén eoppdkmv, evod Katl o 0epamevtikdg TouPIoHOg OmoTeEAEL Evay GYETIKA
véo KAAd0 Tov Tovpiopov vyeiag. H otifapn kot tekunplopévn cOvOest) Toug amottel
AOmOV EKTETAUEVT €PEVVA, OIS MG TPOGS TIG OVAYKES TMV A0BEVAOV KOl TIG TPOGOOKIES
oG amd €va Taidt Bepamevtikov Tovpiopov. Ta gpyadeio mANPOPOPIKNG T OTOiaL
npoteivovtal TNV TapovGa Epyacio £X0VV ¢ 6TOYO Vo GLUPBALOLY AKPIPDOG TPOS AVTH
v katevbovon, kabmg, apevdg OlevkoAvvovy TV avdmtuén Tov KAGOOL TOL
BepamevTikoh TOLPIGHOL GTN YOPO Hog Kot TNV TpodSfacn Tov avlpdOTOV pe ordvia
voonuato o€ €CEOIKEVUEVEG VIINPEGIEG, Kol APETEPOL GLUBAAOVY GTNV TEPOUTEP®
OlEPELNON Kot YOPTOYPAPNOT TOV OVAYKOV TOV avOpOTOV TOL TAGYOVV amd GTAVIo.
VOONUOTO, Kot oTnv peAlovtikny €pevva. Ta o@éAn mov mopovotdlovtal yio Tovg
aoBevelc Kol TIG 0IKOYEVELEG TOVG Otd TNV AVATTLEY TV EPAPUOY®V EIvol GTUOVTIK,
KOODC TPOKELTOL Y10, VINPEGIEG TOV OVTATOKPIVOVTOL GE OVEKTANPMOTEG LEYPL ONUEPDL
avayKeg TOVG Kot 01 omoieg umopoHiv va £xovv BeTikd avtiktuomo oty modtra g {ong
TOVG KOl TNV YLYIKN TOvg vyeia. Qo1d60, AOY® TOL VEIGTAUEVOL EPEVLVTIKOD KEVOD,
KpIveTal OKOTIHO GTO GLYKEKPIUEVO TEDTIO Vo vITPEoVY Kot EmMmPOcHeTEG GLVEPYATTES

LLE TOVETIGTI O, EPEVVITIKA 1OPVLLOTO KO EVPOTOTKA TPOYPELLATO.
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