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IHHEPIAHYH

Mo mdOnon opiletar wg ondvia otnv Evponn otav speaviletor og 1 : 2.000 dropa.
Yrdpyovv mepioodtepeg and 6.000 ombvieg mabnoelg. Xto GUVOAO TOLG UmMOPOVV Vo
emnpedoovv 30 ekatoppdplo Evpomaiovg moliteg. To 75% twv ombviov mabnocemv
epeavifetoan ota Toudld. Ot omdvieg TAONGES GLYVE OVOPEPOVTOL 1OG OPPAVEG 1) Kot AOPUTES.
To 80% twv ondviov mabncewv eivar yevetikés. Eivatr cuyva xpovieg Kol omelAnTIKES Yol T
Com, adudyvooteg kot yopig Bepancio. Yrapyovv poig 70 oppavd @dappaiko yio OAEG aLTEG

TIG TN CELC.

O évtovog movog, M EAAEWYN LTOVOUIOG, TANPOPOPNONG, KOTAAANANG TOpOYNS VYELNG,
TPIKNG YVAOONG Yo TNV abnon, ot Suokoreg otny mpdsfacn, otn Oepomeia kKo oty foomn,
0l GOPOpPES KOWMVIKEG KOl WYUYOAOYIKEG EMMTMGES KAODG Kot 1) amopdveon sivol to

4 r U4 r r 10
TpoPAnpaTa Tov Bo AVIIHETOTIGEL 0 AcHEVIG KOl 1] OIKOYEVELL TOV.

H dnuovpyia opyavicpudv Bornce otnv andknon TAnpoopidv yio Kae pio omivia
ndOnon tOco Yo tovg acbeveic 66O Kol Yo TOvg emoyyeApotieg vyelag, Peitioos v

emkowvmvia Tov actevav pe v 0o acBévela TaykoOGua.

O voonievtig avtipetonilel Tov mOVO 0TO TOLA Kot 6TOVG EVAAKES. Y mootnpiletl Tov
acBevi) kol avtipetonilel v OAMyn ko v anoiea. Xtnpiler v okoyévela 1060 GTO
vocokopeio 660 kot 6to omitt. Exnaidevet, kabodnyel tov dppwoto Kot Tovg 01kelovg Tov Yo
Vo Tapovv cmotég amopdcels. O acbevig pe omdvio Tabnomn eivon e-patient. Evnuepdvetan
a6 1o Internet kon eAéyyet t Lomn Tov. AcBeveic kKo emayyeipatieg vysiog Oa pmopécovy va

dMooLVV AGELS 6TO TPOPANHOTOL.

To kéBe kpdrog dnuovpyel kotdAinieg moMtikég yio T Anudcia Yyeia epapuolovrog
L0, OAOKANPOUEVT] TTPOGEYYIOT] Y10 TIS OTAVIEG TOONCELS © AVOTTOGGOVTOG VEES OLOYVIOGTIKES
Kot BepamevTIKEG d1a01KOGIES, EKTadEVOVTAG TOVS emayyeApaties Yyeiag, avEdvovtag diebvn
CLVEPYOGIOL OTNV EMGTNUOVIKY] €pevva, eyeipovtag tnv evoicOntonoincn tov KOGV,

’ 14 ’ , e . 2
VIOGTNPILOVTOG OIKOVOLLIKE TOVG AGDEVELS, TOVG OPYAVIGHOVE TMV OTaVimY Todfoemv.?

H dpdion tov evpomaikdv 1 Kol TOV TOyKOCUI®V OPYOVIGUAOV Y10 TIG OTAVIEG TOONGELG
Eextvnoe mpy 20 mepimov ypdvia. Kabe ypdvo pia katvovpya yodpa meptiapPavetor oto LEAN
toug Kot apyiler dpaon. To 2019 einiCovpe va elvar 10 €10¢ TV GIAVIOV TOOGEDV £TG1

(MOTE VO OKOVOTEL 1] QOVT| TV 060evav pe omavieg Tanoelg 6 A0 TOV KOGLO.
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SUMMARY

A disorder is defined as rare in Europe when it appears at 1:2,000 people. There are
more than 6,000 rare diseases. In entirely world could affect 30 million European citizens.
The 75% of rare diseases appear in children. Rare diseases are often referred to as orphaned or
invisible. 80% of rare diseases are genetic. It is often chronic and life-threatening,
undiagnosed and untreated. There are only 70 orphan drugs for all these diseases.

The intense pain, lack of autonomy, information, appropriate health providers, medical
knowledge about the condition, difficulties in access to treatment and cure, severe social and
psychological consequences and isolation are the problems that the patient and his family will
face.

The creating organizations helped in obtaining information, for each rare disease for
both patients and health professionals, improve communication between patients with the
same disease worldwide.

The nurse is experiencing pain in children and in adults. Supports the patient and
experiencing grief and loss. Supports the family both in hospital and at home. Educates,
directs the patients and their relatives to take right decisions. The patient with rare disease is
e-patient. Updated from the Internet and control his life. Both patients and health
professionals will be able to give solutions to problems.

Each State creates appropriate public health policies by applying an integrated approach
to rare diseases: developing new diagnostic and therapeutic procedures, educating Health
professionals, increasing international cooperation in scientific research, raising awareness of
the world, claiming budget patients, rare disease organizations.

The actions of European or global organizations for rare diseases began about 20 years
ago. Each time a new country is included to be their members and begins action. 2019 we
hope to be the year of rare diseases so that the voice of patients with rare diseases be heard all

around the world.
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EIZATQI'H

OLot o1 emayyelpatieg vyeiog Ba mpémel va Exovv eniyvmon Tov oraviov Tadncemy Kol
va e£acPaAcovy 6Tovg acheveic £yKopn ddyvaoon, EVIUEPMOOT Kol GUVEXT Unocrﬁptin?’. Ot
acOeveic pe o ombvia madnon pmopet vo mepEvouy TEVTE ¥pOVIO | TEPIGGOTEPO Y10, L0,
gyxopn ddyvoon. To «talidow yio m ddyvoon pmopel vo givor povayikd, ToAOTAOKO Kot

dvovonro.

To yeyovdg eivon 6tt AEN YITAPXEI :61dyvoon, Oepancia, katevBuvimpia ypopuun,
Broypapio kot viowBovv amopdvmon. Ot voonievtég umopobv va tovg otnpi&ovv apkel va

elvar ekmondevpévor va avayvopilovv kot va dtayelpiloviot ondvies madnes.

H Bpetavikn kvBépvnon Eekivnoe npodopata “UK Strategy for Rare Disease ™y v
mpomOnon g €ykapng obyvoong kot Bepameioc. AmevBiver EkkAnon mpog OAOVG TOVG
TapOYOVG VYEOVOMKNG mePiBaAyng vo Aapupdvovv mpodcHetn ekmaidevon — Kvplowg ot
voonAevtég — tovg omoiovg amokaiel “lifeline” (cavida cwtpioag) ywo tovg acbeveig pe

, , 4
ondvieg madnoels .

H Katdption ko n yvodon yo ti¢ ondvieg nabnoeig otnv EALGda sivarl avaykaio (e1d1kd

otav M avoykotdtnta Tnyalel amd TPOSMTIKN EUmELpia).

Y10 mMpmOTO WEPOG YiveTaw «mopovcioon» TV omdviov moadncewmv (tu gival, yuoti
ovopdlovior Kot op@ovéG maONoE, opeava @ApUOKE, 10TOPiol KOl OPYOVIGHOL 7OV

EUTAEKOVTOL).

210 3e0TEPO PEPOG YivETAL AVAPOPA Y10 TIG OTAVIEG TAONGES WG TPOG TN dNUOGL VYELX
Kot TNV kowotnto. Axolovbel voonievtikny kor vmoot)piEn  acBevov  pe  RDs
TEPIAAUPOVOUEVOL TOL ¥pOVIOL TOVOL, OAICTIKT] KOl OTOMIKYT TPOGEYYIoN TV Kot
evnMikov. X ocvvéyela mapovotdlovral déka omavieg achéveleg (onueio kol cvurTOUOTA,
emdnporoyia, Suwdyvoon, Oepameia, TpoéYyvmon, Katevbuviipla ypoppnq yu. evnuépman).
AxoAovBel voonievtikn oepyacia 1 mepintwong. Kot 6to téhog yivetar avagopd otnv

YUYOAOYIKT VTOCTNPIEN OGOEVOV KOl TOV OIKOYEVEIMV TOVG OO EMAyyEALATIEG VYELNS.

210 tpito pépog axorovbel 0 eBviKOS oTPATNYIKOG GYESUGUAC Y TIG GTAVIES TOONGELS,
HEALOVTIKOL GTOYOL OpYOVICU®V 0Omd OAO TOV KOOUO Kol OTOYOlL UN KEPOOGKOMIKMV

OPYOVIGLOV.



MEPOX ITIPQTO

1. RARE DISEASE (ZITANIA MTAGHXH) - RD

1.1 Ty givor wdOnon : H AéEn disease oty ayylkn onpaivel xopic gvkoAio (without

ease) kat givat 0 1TPIKOg 0POG TOL TEPLYPAPEL TIG UETAPOAEC TTOV GTUEIDOVOVTOL OTT SO Kot
Agrtovpyio TOL GOUATOC 1 TNG SLAVOLOC.

Ta aitio tapapévoov dyvoota. To mapakdto eivol yevikd amodektd mg cuvion:

- Tevetikég avopaiieg

- Avamtu&lokéc avopaiieg

- Bloloyikol mapdryovteg 1 to&iveg

- Ovowol Tapdyovteg

- Xnuwoi mapdyovteg

- Tevikevpévn avtomdkpion TV 1I6TOV 6TO TPAVUA 1] 6TOV £pehoo

- AlaTopayEg OTNV TOPUYMOYN OVTICOUATOV

- ZuveyEg Kot OUEITO GTPEG

(TTéaBnon ko vOG0og eivat TAVTOOT|UEG EVVOLES).

Nocog kot acBévela givar 6pot Tov GLYVA YPMNGIULOTOLOVVTAL EVOALAKTIKA, ®GTOGO GTNV
TPAYULATIKOTNTO £Y0VV O0POPETIK onuacio. ['evikd 1m VOONAELTIKY TPAYUOTELETOL TNV

acBévela evod 1 10TpIKN v660°.

1.2 Yravie madnon : Topeova ue 1o WHO «oe ydpeg e Evponaikig ‘Evoone (EE)

omoladnmote achéveln emmpealel Myotepa amd 5 dropa ota 10.000 Bewpeitor omdvia» e&nyel
o Antony Monteserrat Moliner (vtevBvvog moltikng ot Atgvbvvon Anpodoiag Yyeiog ot
EE 610 Aov&epfoipyo). Ot ekTiunoelg mokilhovv avaroya LE TN )(d)poc.6

Ot omévieg madnoelg yapoakmmpilovral amd pio peydin motkido TV GCUUTTOUATOV Kot
onueiov Tov dtapEpovy Oyl LOVo and achéveln oe acBévela, alld kol and acOevr| oe acbevn
oV TAGYEL amd TNV 0cHEVELOL.

v Apepikn, pa wddnon yopaxtnpiletor og ondvio 6tav mpocsPhrel Ayodtepa amd 1

ota 200.000 d‘CO},L(XB. >t Evpodmn 6tav npooPéiet 1: 2.000 dropo’.



1.3 Ov otaviec madncelc pe opduove

- 5.000 — 8.000 dwapopetikég ombvieg ToONGELS

- 27 —36.000.000 ndoyovteg oty E.E givar dniadn 6-8% tov mAnbucpon

- 850.000 — 1.000.000 "EAAnveg éxovv mpooPAnbel  tpodketton vo tposfinbovv and RD

- 3% tov EAMvov mov mdoyovy Oa yivel didyvoon

- To 25% twv acBevav yperdotnke 5-30 £ yia va yivel N oot Sidyvoon

- T'a 10 40% tev acbevav éywve apykn AavBaouévn didyvmon kot Edafov Aaviacuévn
ayoyn (copmephapfovouévav XEPOVPYIKOV ETEUPACEDY KoL WYOYLATPIKOV Gepanetd)v)g.

- 80 povo eapuaxa yio tig 6.000 — 8.000 RDs

1.4 To xk¥pLo YOPOKTINPIOTIKE TOV ondvimv tedncemv soppova pe 1o EYRORDIS

glvar:
Ta omdvia vooruato eivar coPapd €wg moAD cofapd. Zvyvd €KQOLAICTIKE Kot
emkivovva yua ) (on
Ta TpdTO cvpTTOpATE gpPavifovtal otV Todkn NAkia oe mocoostd 70-80%
[IpokaioVv avamnpieg
[TpokodoOv peydro yoykd movo ( amedmicia, EAdenym eAnidag yio Oepameia, amovoio
BonBetog otV KadnpepvoTTO)

’ ’ , ’ r ’ r 7
Etvon aviatec 1| dvoiateg, ot mepiocdtepes ywpic Oepaneio

1.5 I'ati o 6dviec todnceic ovoudlovior Kol 0pOavES,

[Marti o1 omvieg mabnoelg oTEPOHVTAL EPELYNTIKOD KO LATPIKOD EVOLOPEPOVTOG.

Opoavn| vocog KaAeitan ekeivn yuoo tnv omoia dev €yovv dlevepynOel exteveic Epeuveg
Koum ywo v omoia dev vapyEL cLYKEKPLUEVT Oepameio, yeEyovog mov OMpovpyEl GTOLG
acBeveic v aicOnon ot ivor «op@avoi» oTov KOGHO TG LYEOVOUIKNG TepiBaiyng. TToAld

omdvio VOGTLLOTO vl 0peavES VOGOL ®GTOCO OPICUEVEG OPPAVEG VOGOL OEV EIvVOl CTAVIES.

1.6 Opoava apnoxka

Eivon ta @dppoka mov ypnotpomotodvtal yioo tn Sdyveorn, TPOANyN M Kol o1

OepamevTikn aymyn ondviov mabncemv Kot ovopdloviol «op@ova» S10TL N avamTLEnN Kot M



eumopio. TOVG TAPOVSIALEL EAAYIOTO EVOLAPEPOV Y10 TIC POppaKoBlopnyavieg, dedopévon 0T
npoopilovion yio ToAD pkpo apBud acbevov pe RDS.

O moAvg ypdévog mov amalteital Yoo TNV Topaymyn &vog eopupdakov (10+ étm) oe
GLUVOLOGUO HE TO HIKPO TOGOCTO TOCYOVIWV OTOTEAOVV TPOYOTMEDN GTNV TOPAYMYY| Kol
ouafeon oxevacpdtov RDS.

Xapoakmpiotikd givar 61t and tig 6.000 — 8.000 RDs mov givor yvootég puéypt onuepa
pévo yia tig 200 — 300 amd avtég vdpyovv Bepomeiec.

To 1983 vopobeteiton 1 Orphan Drug Act otic HITA mov mapeiye otkovopukd kivntpa
OTIG POPUOKEVTIKESG ETOPEIEC TPOKEIUEVOL VO AVOTTOEOVV (PAPLLOKL Y10l RDs"Y,

H wikpn (on avtiotabuiletor omd v vynAn tun tov eapudkov (AOym tov pkpon
OVTOY®OVIGHOD KOl 0mOADTNG OVAYKNG).

O emoteg amodoyés 25 amd 40 opopoavov eoapudkov Ntov 1 ekat. doAdpla evd ot
eTfoleC amodoyéc amd 3 frav meplocdtepo amd 100.000,000 Sordpia®.

>mv Evponaikny ‘Evoon, 1o vopkod mAaicto yio tnv Tapoyn KviTp®V Yo TV avAamToén
oppavev apuakmv, Beoriotnike to 2000. O EMA (European Medicines Agency), péom tng
EMTPOTNG TOV, €ivar LIEVLOVVOGS Yo TNV €EETAOT AUTNCEWMV Y10 EMXEPNGELS TOL TPOTIOEVTOL

Vo avamTHEOLY 0peavd eappake (COMP)2.

2. LZYAAOTI'OI IIOY AHMIOYPIHOHKAN I'TA TIX RDs

2.1 Xorhoyor (Evporaikoi, Apepikavikoi, EAlnvikoi)

i. EURORDIS

(European Organization for Rare Disease) 1997

- vmootnpileton and v European Commission

- givar n v 30 ekatop. AvBpdrev ot Evpdmn’
ii.IRDIRC

(International Rare Diseases Research Consoptium) 2009

- vmootnpileton and v European Commission kot NIH (National Institute of Health)



- neAétn ko €pevva yio odyvoon RDs pe 1 ompovpyia €vog Siktbov @opiémv

YPNUOTOSOTNONG HE OKOTTO TNV avATTLEN VEDV Ospomstd)v13

iii Orphanet
- H mbAn ywo 11g ombivieg mabnoelg Kot ta opeavd edppoka

- ZopPdAider otn Pedtioon g ddyvmong, Tn epovtida kot T Oepaneio Tov achevov pe

RD

- Kataypdoet i RDs

- Eyxvkhomnaideia yio RDs

- AToypapn oppavav Qapuikmv
- Epyoeio d1yvoong

- Yroompileton amd o kowonpatio 35 yopodv cvuneptlapfoavopévng kot e EAALGSag

Kot suvroviCetar omd ™ yorlhkn opddo INSERM

- To oy&di0 dpdiong 2015-2018 ypnuortodoteitat amd tn European Commission™
iv. NORD (US)

(National Organization for RDs) 1983

- oLVOEEL 0oBEVELS e OPYOVADGELS

- TOPEYEL VINPETIES Y10 TOVG 0GOEVEIG KOt TIG OIKOYEVELEG rovg15

v. EUCERD

(European Union Committee of Experts on Rare Disease) 2014

- pelétec, Omupovpyio UNTPO®V Kot GLAAOYY Oedopévov yio peALOVTIKO €Bvikd

oYEOOGLO

- Hpoypappa Yyeiag yia RDs 2015-2018"

vi. GARD US

(General and Rare Disease Information Centre)

- Etvan éva mpoypappo NCATS (National Centre for Advancing Translational Sciences

— (NCAT) ko ypnuartodoteiton and o National Institute of Health



- Iopéyer mpocPacm oe alldmoteg Kot evkoAovonteg mAnpogopieg yw 11g RDS, og

ao0evelc, EMOTNOVES, GE TAPOYOVS PPOVTIONG Dysiag15.

vii. [LE.ZITA

(Mavervio 'Evoon Zrndvieov [odncewv) 2003

Greek Alliance for Rare Diseases

- Mn kepdockomikd copateio

- Kataypdoet 1ic RDsS ot ydpa pog

- Evnuépwon tov emotnpovikod KOGHOoV Yo TV Tpodinon g £pevvag
- Bon0d tovg acbeveic va £xovv mpdsPacn otn Oepameio tovg
- ZopPaArel oty enilvon aCEOAIGTIKOV TPORANUATOV

- [Tapoyn wuyoloyng vrootnPEng 6Tovs acbeveig

- Mélog oo EURORDIS

- Anpovpyia Tparelog ITAnpopoprdv

- Opy&voon EeMOTNUOVIKOV EKONADMGE®MY, CLUTOGI®V, CLVEOPIMYV, GEUVOPIOV Yo

EVNUEPMOOT) GYETIKA LE TIG AVOKAAVYELS, TNV TPOANYN Kot TNV ovTHETOTIoN Teov RD

- Tapéyer évromo vAkd ywo RDs (ueyohaxpio, KANPOVOUIKO oyyel00idnpa, GTLTO

Aporvtikd Ovpotpukd Zovopopo K.4.)

- Anpovpyia TNAEOTTIKOV GTOT Y10 EvAGONTOTOINGN TOV EVPEWMS KOVOD Y10 TIG RDs'’
viii. EEXITIO®

(Emompovikn Etoupeio Znaviov [Tabnceov kot Opepavov Gapudakov) 2011

- Axadnuia Zraviov [Tabncenv (evnuépmon Kot EKTaidevomn Tpdv)

- Mehétn Kou mpoaymyn Epevvag

- Avantoén vE@V 10e®V Kot EVOLVALMOT) TNG EMGTNLOVIKNG GLVEPYOTTOG

- AvATTUEN EKTOOEVTIKAOV KO TPAKTIKMY OPUGTNPLOTHTMV Y10, LUTPOVG KOt EMGTILLOVEG

- TV spot ywo v nuépa oméviwv na@ﬁcamvl
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2.2 Rare Disease Day

(Hpépo Zraviov Madesmv) 2008

H Hpépa ondviov madnoeov €xel kabiepwbel v tedevtaio nuépa tov Defpovapiov
KkdOe xpovo. O KOplog oKomdS givar 1 evacHNTOTOINGCT TOL KOWOL KOl TMV VOLOBETMV Y1a TIg
RD ka1 v emidpaoct] tovg otig (wég tov acBevov. H gvacOntomoinon agopd tovg
TOMTIKOVG, TIG ONUOCLIEG OPYES, TOVG EPEVVNTEC, TOVG EMAYYEALOTIEC VYELOG KOl OTTOLOVONTTOTE
delyver éva yvnotlo evolapépov yu tic RD. Anpiovpynbnke and tov EURORDIS kot 10

Council of National Alliance To 2008.

H xopmdvia yio v Huépa Znavieov Hobncemv Eexivnoe og €va evpomaikd yeyovog Kot
TPo0odeVTIKG £yve €val TaykOouio atvopevo. Ot HITA evtayOnkav to 2009 kot n cvppetoyn
10 2016 frav 80 ydpeg and 6hov tov koéopo. H EALGda evtdyOnke to 2008 pe v ILE.ZILA.
KdaBe ypovo amd to6te 0moQacIoTIKE, Vo EDOGONTOTOMGOVY TOV EAANVIKO KOGLO HEGO Omd
€0KE YEYOVOTO, EMOTNUOVIKEG Tapovoildoel o€ cvuvepyosio pe to MME. To 1dwitepo
xopoakplotikd, o 2016, NTov OTL 01 OPYOVAOCELS TOV ACHEVDV, GYOAEID KOl QOUPUUKEVTIKEG
etopeieg evadnkav yuo va dnpovpyncovy mave ond 7.000 Bpayidiia yuo tig 7.000 omdvieg

’ r 14 4 ’ 18
nanoelg, ta onoia Edwoav otnv ABnva ylo evoicOntonoinon ™.

Amd 1o 2008, o6mov Sopyavombnke o mpdtn @opd M Ilaykoécoa Huépa Emaviov

[Tobnocewv kabe ypodVo Taipvel OAO Kot TEPIGGOTEPES OLUCTAGELS.

Evdewtikd 1o Agképppn tov 2013 n emokeypodtto g oeiidag rav 79.000 ypnoteg,
v va Bdoet 4 unqveg apyotepa otic 138.000 ypnotes. To enionuo PBivieo petappdotnke og
35 yhdooec?.

Ta Boowcd slogan :

2008 : A rare day for very special people

2009 : Patient care — a public affair

2010 : Patients and Researchers : Partners for life
2011 : Rare but EQUAL

2012 : Rare but strong together

2013 : Rare disorders without borders

2014 : Join together for better care !
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2015 : Day — by — day, Hand by hand
2016 : Join us making the voice of RD heard
2017 : RESEARCH

O)ot avtoi ot opyovicpol 1000 Gg TAYKOCUL0, EVPOTATKO 1 Kot €Bvikd eminedo €yovv
okomo : va fondncovv acbevelg pe omdvieg mabncelg va Bpovv £ykupeg TnyEg TANPOPOPNONG

v v Tabnon toug (dtav ot emayyeluatieg vyeiag dgv LTopovHV).

O opyavicpudoc EURORDIS onpiovpynoce to RareConnect.org 1o omoio diver

dvvatomta og acbeveig pe RDS va cuvavtodv acbevelg pe v 1010 mdonon
- Na movv TV Tpoc®MIKN TOLG 1eTopia
- Noa gvtonilovv Kot Vo GUUUETEXOVY GE KOWVOTNTEG e TNV 1010 Tdonon

- No avtadlhdccovv mTAnpoeopieg Kot cuUPOLAEC 6€ 8 SLOPOPETIKEC YADOOEG KOl UE

LETOPPOGTY|

- Na moaipvouv omavincelg o€ €POTAUATO TOL OEV UITOPOVV Vo, amavtnBovv amd

EMOTANOVEG (ThvTa VIO TNV EMIPAeyN EWOIKOV) Kot
- Téhoc va paBaivovv va Lovv KaAdTepa
- [Tapoyr mAnpoeopidv amd £101KOVG

, . . 2
- Not pmopodV vo. «Byovv» amd TV omopovect

2.3 H ypiion ¢ teyvoroyioc kot ov acOsveic ne RDS

To dwdiktvo mapéyet TpocPacn Oyt LOVo oe TANPoPopieg AALL Kot 6€ avOp®TOLG.

H avtaiiayn yvocemv kot epmeipiov, petadd achevov pe v idta ondvia mdnon ival
dgdopévn Ko ivorl ETOVAGTOCT GTO YMOPO TS VYELG.

To internet avagpépeton 011 fornce tovg acbeveic va ival To gvepyeic GLUUETEXOVTOG
21

G€ YKPOLT

Mia untépa éypaye : «IIpwv to internet, nuactav udévotl. To 1996, 6tav yevwnbnke o
Jacob, dev vanpyav unyovég avalntnong yio vo TpoceEPOVYV OTOLONTOTE TANPOPOPia. Yio

NV TANoN Tov. LNUEPQ, EMKOWVMOVOVUE HE dALOVG avBpdTovg mov aywvilovtal cTov 110
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ayovo. Me to internet dievpvvoue T pkpn pog ocBéveln kol €ipooTe  KOvoil vo

, . 22
EKTTALOEVGOVLE KL AAAOVG» .

"Etot 10 drdiktvo mapéyet po 81000 o€ OAmMV TV £0GV T WTptkd dedopéva. 't ovtod
Kot OGOl VOGOUV amd Gmivie voonpata givol «duvatol» ypnoteg tov dadiktoov. Eyxovv
avantuéel oe e€aipeto Pabuod tig 0e£10tTEG TOVG GE OTL OPOPE TNV avalntnon, ) uddnon. I't
aVTO KOl 01 EVPOTATKOT, TayKOGUI0l opyovicpol Yoo RDs evaicOntonolovv 10 kowd €161 dote

N avalnnon va yivetor oTig opBEg TnyEc.

O Dave de Bronkart yvmotog kou g «e-patient Dave» (e- : éumelpog) avaxnpOyTnKe
pali pe to yorpd tov petaéd tov «20 atdpmv Tov Ekovay TNV 10TPIKN KOADTEPN.
[lepiéypaye otov nAektpovikd oonyod «Or acBeveic umopodv va fondnocovv» twg ot acbeveig

7OV YPNCOTOLoVV TO Internet cuppetéyovy evepyd ot Bepameio rovg23.

2.4 <O1ov 0 YLOTPOC MOV EIE EVYOPLETO

H S.W néoyet and to ovvdpouo Ehlers — Danlos (EDS), ordvia wénon yio tmv omoio ot

ywrpoli dev yvopilovv.

Otav dyvdoKe 0mOQAcIcE TG Yo vo. €YEl TNV KAAVTEPN duvartn @povtida, Ba
EMPENE VAL EKTOOEVOEL 1) 10100 TOVG Y1ATPOVS NG, avayvopilovtog BERata v eumelpio Kot TIg

YVOOELG TOVC.

Apyioe va GUAAEYEL TANPOQOPIES amd emioNU KEVTPO KO OPYAVIGLOVG, Y10, TNV AN o1
mg. Motpaldtav Tig yvdoelg e to yaTpd e Kou oxedialov to endpeva Prpota. Xe Komoto
EMIOKEYN TNG O YIITPOS AVEPEPE !

«@EA® VO GG ELYOPIOTIOM® TOL LoV HABATE TOGO TPAYLOTO CYETIKO LE TO GVVOPOLO

EDS...

... Eywa mo 0ektikdg € autd Tov Hov AEVE Kol £TGL UTOPA VO TOVG TTOPEY® KAADTEPT

; ; 24
W TPIKY PpovTida.. . » .
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MEPOX AEYTEPO

3. AHMOZXIA YT'EIA KAI KOINOTIKH NOXHAEYTIKH

Anpocia vyeia givol n emotun mov teprapPdvel 1060 T peALTn ™G emdONUoloyiag,
NG OTATIOTIKNG Kot TG a&loddynong — divovtag — aitepn mTPOGoYY| GE GLUTEPIPOPLKOVC,
TOMTIGUIKOVG KOl OIKOVOUKOVS TOPAYOVTEG — OGO Kol TO GYESOGUO TPOYPOUUAT®V KOl TNV

avATTLEN TOMTIKY|G.

Q¢ dnuocia vyeio TEPLYPAPETOL TO GUVOAO TMV EVEPYELDV TNG KOWVAOVING, GE GLAAOYIKO
eninedo, wote va eEacparicel cuvOnkeg péoa ot onoieg ot dvBpwmol umopovv va givorl
vyteic (Iatpkd Ivotitovrto, 2003). Anpdotia vyeion Aowwdv gival 0 ETGTNUOVIKOS TOUENS TOV
€oT1alel oTovg mANBvouovg Kot TpocavatollgToar oty KowvoTNTO. ATOGTOAN NG £ivan va
OPYAVAVEL KOWVOTIKES OPAGELS Ol OTOIEG XPNCLOTOIDVTOS ETICTNUOVIKY KoL TEXVIKY YVAOT,

0o Tporapfavovv tn voco Kot Oa Tpodyovv v vyeio(mtapdpTnua).

3.1 OeneM@OEIC AELTOVPYIEC TNC ONUOGLOC VYEINC

AEZEIOAOIHEH eivor 1 ovotnuotik] GvAdoyr] dedopévov yu évav mAnboouod, 1

mapakolovdnon ¢ Kataotaong vysiog tov TANOBLoUOD Kol M TOPOYT] TANPOPOPLOV

GYETIKA LLE TNV VYELQ TNG KOWOTNTOG.

ANAIITYEH TIOAITIKHY eivat 1 eotiaom otig mpoomdfele avantuéng moMTIK®V Tov

ompiCovv Vv vyeio tov TANBLOPOV TEPAAUPAVOUEVINS TG YPNONG EMCTNHOVIKOD,

YVOOTIKOV VTOPaBpov Yo TN ANYN TOV GYETIKAOV LE TNV TOALTIKY OTOPACEWDV.

AIAZOAAIZH eivan n dofefaimon amd pépovg g OMUOcIag LYelNg OTL GTOLEIMIELG

vnpeciec vyelag pe mpooavatoMopd v kKowdtto sivon dwbéoipeg. [lpoxkertar yu
vanpeciec mov kot Pdon meptiapupdvovy v mopoyn OEUEA®ODY ATOUIKAOV VINPECLOV
vyelag og exeivovg mov VO AALeC cuVOTKeG 0ev Bal YivovTov amOOEKTEG TMV VINPECLOV

oVTOV.

Ot emayyelpotieg VOoOnAeLTEG TPEMEL VO GULUUETEXOLV  gvePYd otV  ovamtuén
TEKUNPIOUEVOV, OTOOOTIKAV, OTOTEAEGLOATIKOV, TPOTOTOPLUK®OV KOl TOVTOYPOVO XPNOILOV
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puefodmv mapoyng epovtidag otovg moAites. H doxnon g voonievtikng Pacileton oty
tekunpioon ™¢ epovtidag mov mopéyetal. H texunpioon pmopel va mpoépyetanr and v
€peuva Kot otV TEPItT®on mov dgv vdpyovv dtabéoieg Eépevveg T0Te 1 doknon Paciletan

o€ amOYELS, LEAETEG TEPIMTAOGEWMV 1) EMAYYEAUATIKES KoL KOPEPVNTIKES owoc(popég.26

3.2 H voonAevTIK 6TNV KOWVOTNTO

3.2.1 H voonisvtixn Bacicuévy oty kowornta (NBK)

O voonievtg eotidlel otV EPOVIIdN NG «VOGOL» TWV ATOUMV KOl TMV OKOYEVEIDV
ka®’ OAn 1 Obpkela g (NG Tovg. XKkomdg elvar 1 dwxeipion o&fwv kol ypdvimv
KOTOOTACEDV CYETIKMOV HE TNV LYElDL €VTOG NG KOWOTNTOG KOU 1 TPOKTIKN €0TIALEL OTN
epovtida ¢ vooov pe emikevipo v owoyévela. [lapéyer ppovtida vyelag oe dropa kot

OLKOYEVELEG.

H NBK 06gv amotehel €0KOTNTO TNG VOONAELTIKNG, OAAL TTEPIGGATEPO PLAOCOOIN, M
omoio. Aertovpyel oG katevBuVINPLO YPOUUY] YL OAEC TIC VOONAEVLTIKEG EOIKOTNTEG GTNV

KOWOTNTO.

3.2.2 H voonievtikng ue apocavatoilouo oty KowoTnTa

Eotidler mpotiotwg ot @povtida vyeiog g kowvotntag 1 tov mAnfuouod, O0nwg N
voonievtikny dnpootag vyeiog (NAY), &ite TV atOU®V, TOV OIKOYEVEIDV Kol TOV OUAd®V

EVTOG LI0G KOWVOTNTOG, OTMG 1) VOGAELTIKY] KOWVOTIKTG LYELNG.

21N VOONAEVLTIKN HE TPOGOVOTOAICUO GTNV Kowdtnta, otod)0g £ivor 1 dtpdrasn, M

TPOAGTIOT], 1] TPOAYMYN KOl 1] ST PNoN TG LYEiog.

H NBK aocyoleitor katd k0plo A0yo e T @PovTido TOL appdOCTOL VA 1) deVTEPN UE
TNV Tapoy] PPOVTIONS VYELNG [LE GKOTO TNV TPOOy®YN TS Tow0TNTag (oNG. AvVTiKeipevo Kot
TOV OVO €lval To ATOUO KoL 1] OUKOYEVELD €V 1) SEVTEPT QGYOAEITOL EMTALOV KOl LE OUAOES

€VTOG NG KOWVOTNTOG.

H voonlevtikn pe mpooavatoMopd oty kovotnto TEPAAUPAEvEL T VOONAELTIKN
dnuooag vyeiag (NAY). H (NAY) eotialel ot @povrida kowvothtmv kot tAnfucpumv. Koplog
d&ovag g elvan n nOwm apyn g dnpoctag vyeiag @ «To péyioro KaAd yio 6GovG 10 dvvatTdv

TEPLGCOTEPO.
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3.2.3 Ewineda npoinwync

[pwtofdduia Tpdinwn :

- IopepPdoeig mov mpodyovv v vyelo mpoAauPdvovv v  gUEAvVion VOGOV,

TPOVUOTIGUOD 1) VoI piog

- Xtoyxevovv e gumabn o1 VOGO ATopd KOl OUAOES, OV MWGTOGO Oev gUaviiovv

nafoAoyikd onueio | copTTOUATO

Agvtepofddua Tpdinyn :

- Hopeppdoeig mov avédavovv v mhavotnta va yivel ykoupa 1 01dyvmon g vOGou
o€ éva ATOWO OV TAGYEL OO QVTN, £TGL OCTE LE TNV KATOAANAN OgpomenTiKng aymyn

va enéABel ) {oon

TprrofaOuo tpdinyn :

- [MopepPdoeig mov cToYELOVY GTNV ATOKATACTACT] UETA OO VOGO, TPALUATICUO N

avammpio

H NBK oivel éppaon ommv Agvtepofadua kot Tprrofaduia mpoAnyn kot whava otnv
[Tpwtofadua, evd n devtepn divel Eppacn Kot 6ta 3 exinedo TPOANYNG.

O pbédhoc tov voonievt ¢ mpog ™ NBK elvar @povtiotig oto dtopo kot otnv
OWKOYEVELN, €V O POAOC TOL ©Tn OgvTEPN €lvOl QPOVTIOTNG, KOWMOVIKOS AETOLPYOG,
EKTOOEVTIKOG, GUUPBOVAOG, GLVNYOPOS OTO (TOMO, OTNV OIKOYEVELWD, OTNV OUHAd0, GTOV

n)m@ucu().zs

3.3 ®povriotic Yysiog

3.3.1 oot givai 01 povTIoTEC KOWWWOVIKDY DIENPECIDV,

Ta mpoypdupoto Kotdptiong 7y TOLVG @POVIIoTEG mov  dwutifevror  onuepa,
npoopiloviot Yo OAOVS TOLG My YEALOTIEC TOPOYNS KOWmVIKNG vrnpeoiag. Eite epydlovron
6€ WIOTIKA 1] ONUOGLO VOGOKOUELN, e EVOOVOGOKOUELONKOVS 1 e£mVOcOoKOuELINKOVS 0GOeVELS,
oe Buponaikég 1 eBvikéc | mepropepelokég eykataotdoelg, e€eldtkevpuéva KEVTIPA, VOGOKOUELD,

ooAEln, TOTIKG GLUPBOVALN K.AT.

Avtoi ot emayyehpatieg etvan o€ dpeon emaen pe avOpomovs pe RDS 1 eumiékovtan 6to

oxedlooud TOV TOPEYOUEVOV LINPECIOV Yo TNV KOALYN TOV avayK®v tovg (Sidyvoon,
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Oepomeia). X’ avtodg TOovg emayyeApatiec cvumepAapuPdvoviol I KOWmVIKOL Agltovpyot,
npocomikol Bonboi acbevav, yvyohdyor, oOdoxarol, voonievtés, Oepamevtéc kabmg kot
SN TIKA — moATKd PEAT. AvAAoya LE TNV OPYAVOGCT] TOV LANPECIOV OO AVTO TOV TUTO
KOTAPTIONG TV ENXOYYEALATIOV O @@eAnbobv Tapa moArol dvOpwmot (acbevels, emothiuoveg

).

3.3.2 T'iati 01 ppovTieTEC YpelalovTal KoTAPTIGH VIO VO YEIPICTOVY TEPITTMOOCEIS avOpdTWV

wov Covy ug RD:

Ot RDs eivar omdvieg, ovvleteg kot ypovies. EmmAéov dev vmdpyel onuepa dwbéoiun
Oepancio. O cvvoLAGUOG OVTAOV TOV TaPAYOVTEOV KaO1GTA TOVG avBpmdTovg mov Covv pue RD
pio 1010itEPO ELAAMTN OUAdO e TOADTAOKES OVALYKES TTOV OTOLTOVV SIEMIGTNLOVIKT] PPOVTION

LEGO GE 0L OAIGTIKT) TPOGEYYLON.

H ppovtida mapéyetor amd e£eldIKEVUEVEG KOWVMOVIKEG VIINPECIEG Kol TOMTIKEG Y10, OAN
toug ™ L1, n omoia Katéyel facikd pOAO otV gvioyvon Tov aclevav kol 6ty PeAtioon
g vyelag ko g evnuepiag Tovg. And v dAAN TAEVPA, 1 oTaVIOTNTA 00NYEL O TEPAOTIO
EAMElYM YVAOONG Kot EIKOV TNYDV (TOp@V) Kol KOADV TPAKTIKOV Hefddmv. Q¢ ek T00TOL
OMUoVPYOLVTOL TEPAGTIO, EUTOOLN Y10 OAOKANPOUEVT] KOl EVOTOMUEVT]) QPOVTION TOv Ol
acBevelc €govv avaykn. H &lewym yvooewv kol my®dv OSUCKOAEDEL TN HETAOOOM
TAnpoopldv ywo tig RDS otovg emayyeipatieg vyeiog kot tovg emotipoves mov gpydlovran
extog Tpkod Topéa. Ot TAPOYOl KOWMOVIKNG OPOVTIONG TPEMEL VoL £XOVV EMLYVMOOT| TMOV
wwutepottov twv RDS ét61 dote va dacpaotel n motdtnta mov mapéyovv. H katdption
OA®V TOV POVTIGTOV Elval amapaitnTn Kot vl 0 o ATOTEAECUATIKOG TPOTOG Y10l VO ODGEL
dvvaun 6Tovg 0oHEVELS, OTIC OIKOYEVELEG TOVG KO GTOVG EMAYYEALATIEG VO AVTILETMTIGOVV TIG

TPOKANGELS TOL dNUIOVPYOLVTOL AT TIG RDs?®

4. NOXHAEYTIKH KAI YIIOXTHPIZH AXOENQN ME RDs

H Apepicovikn ‘Evoon Noonievtov (ANA) opilel 1 VOONAELTIKY ®C TNV TPOCTAGIa,
™V TPoay®yn Kot TN PeATioTomoinom g YElog Kol T®V IKOVOTHTOV, TNV TPOANYN TG VOGOV
KOl TOV TPOVUATIGHOD, KOODS Kot TV avaKOV(LeT amd ToV TOVo, HEGM TNG S1dyVOGNS Kol TG

Bepomeiog ™G avBpdTVIG avTamdkpionc»”.
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O voonievtég mov epovtiCovv acbeveig pe RDs eivar mbBavo va yvopilovv eddyiota 1
va &ovv mAnpn dayvow. H xatdption Oa Ponbhoer va o010aEovv tovg acBeveic va
OVTILETOMICOVV TO GUUTTMOUOTE TOVG KOl TIG OVTIOPAGELS TOV KOGLLOL OTH J1lyVmOoT) Kot 6TV

EUQAVIOT| TOVG,.

4.1 Ovordviec maONGEIC Eivol KOl 0.0PUTES

H dioutepdtmra optopévev achevov pe RDS givar 6t1  mdOnon tovg dev eivor opatn). It
avtd Ko ovopalovton «adpates». Adpateg acéveles ki Opmg vapktol acBeveic. O acheveig
pmopet va Tapovctdlovv d1dpopo GLUTTONATH 0TS cuveYn TOVO, KOTwon, LaAN, advvapia,
mpofAquato Opacng M akoNg To. omoio EmMNPEAlovV TNV  AETOLPYIKOTNTO KOl TNV

KaOnuepvoTNTA rovg3°.

Acbéveleg 6mag : Pevpotoedng Apbpitida, Zvotnpotikds EpuOnuatddng Avkog (XEA),
10 Zuvopopo Sjogren, wopvaiyia, Nocog Crohn (ywo va avapepBodv poviyo pepikég) sivan
adpaTES, GTOV KOGUO, 0ALL GoPapic Emg ToAD coPapéc.

Ot voonieutéc ko ot emayyehpatiec vyeiog Oa mpémet va eivon mOAD TPOGEKTIKOL KOTA
TNV AEKTIKY] €mKOw®via Toug pe GAlovg avBpdmovs. ‘Eyovtog oto vov, mavta, 6tl €vag

dvBpomog umopel va vooel amd po «oadpotn» achévela dev Ba mpémel va avoeEPovV

EVOEIKTIKAL
- «Advvartioate; Aglyvete pia yapd!» (mbavn v. Crohn)

- «Agv potalelg appwotog» (mbavn wopvadyia, pevpatogldng apbpitido, TOUPOAVYDIN

emdeppdivon K.&

I. HAVE

4.2 Tlow Tk OPOovVTida VYEINC

H mowdtmra givar évag dvokorog 6pog va opiotel. To Ivotitodto latpikng (Institute of

Medicine, 2001) opiler v modtta mepiBaiyng og «to Pabpd GTov 0moio Ol VANPEGIES
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vyelag av&avouv v mhavotrto g emBountg ékfaong g vyeiag yio Ta dropo Kot yuo
Tovg TANBLVoHOVG Kot eivol CORP®VEG e TNV TPEYOLGA EMOYYEALATIKY] YVAOGOT. ZOUP®VO UE
mv Yanpeoia yio v Yyeia, Epgvova kot [Towwtnto (Agency for Healthcare Research and
Quality, 2002) n ootk PPoOVTIdN VYEIG GLVIGTATOL GTI GMGTY EVEPYELX, TN OOGTH OPO., LE

TOV GOGTO TPOTO, Y10, TOVG GMGTOVS AvVOPDOTOVG KOl LE TO KAAVTEP OLVATH ATOTEAEGLLATOL.

I'o 1o Ivotitovto g latpikrg (IOM, 2001) n mowdthto. epovtidag vyeiag xel To e€NG

XOPOKTNPIOTIKA

- ATOTEAEGUOTIKY TTapoyn VANPECSIOV TOV Pacilovtal G€ EMOTNUOVIKEG YVOOELS GE
OAovg mov Ba pmopovoay vo ®PeANBobV, Kol omoyn omd TNV EMEKTOCT TOVG GE OGOVS OEV

TPOKELTOL VO OQEANBOVV

- AcQaAng : amoeuyn TpoKAnong PAAPNG oe dtopa amd T EPOVTIdN TOL ATOGKOTEL

610 va Ta fondnoet

- 'Eyxoipn : meploptopog g avopovig Kot TV emPBAAPOV GE OPIGUEVEG TEPUTTMOCEL

kabvotepnoewv, Yoo 66ove AapPavouy aAld kot Yoo 6GOVE TaPEYOLY PPOVTION

- Emwcevipopévn otov acBevn @ mapoyn epovtidag mov cEPETIL Kol AVTOTOKPIVETOL GTIG

OTOUIKEG TPOTIUNGELS TOL acBevn|, TIC avaykeg Tov Kot TIS a&ieg Tov, Kol SIc@AAIoT OTL VTEC

ot a&ieg 00MyoUV OAEG TIG KAMVIKEG AmOPACELS

- IooTyun @ mapoyn @poviidag mov dev mOiAAel og mOOTNTO AOY® TPOCHOTIKAOV
YOPAKTNPIOTIKOV OO TO VA0, M €0vikOTTA, M YEOYPAPIKN TOTOOEGIO Kot 1] KOW®VIKO-

OLKOVOLLIKT] KOTAGTOGN
;. ’ I r , , e . 1
- Am0d0TIKN ! AmOPLYN GTATAANG, OTMG VAIKOV, EE0MMGHOD, 10DV Ko evspyelag3 .

To khewdi yio v mpoctacia g oNpocslog vyeiog dgv givar povo ol emaryyeApatieg
vyeiog. O Evponaikdg Opyavioudc Popudkov (EMA) éxer kukhopopfioel 1o véo o0dnyod
opOng mapackevactikng mpoktikng (GMP) yuo ¢ akepatdtnTog TOV OESOUEVOV TOL
ONUoLPYOLVTOL KOTA TN JdKAcio TV OOKIU®V, TNV KOTOOKELY, T GLOKELOGIN, T
dlovopun Ko TV mopakoAovdnon tov eoapudkov. Embewpntég eléyyouvv v modtnta, v
OCQAAELD KOl TNV EMOPKEWL TOV QOPUAK®OV KOl TopoKoAovOovV 10 mpoPik o@EAOVLE —

Ktvdovvou ko’ 6An ™ ddpketa g Long Tov 060evHV2.

19



Ot voonievtég avékabev mapeiyav @povtida. H kdivyn tov avaykodv (opyovikdv,
YOYOKOIWVOVIK®OV, TOMTIGUK®OV, TVELLOTIKOV Kot TEPIPAAAOVTIKGOV) TOL acbevolg Kot NG

owkoyéveldg tov eivar ANAT'KAIA.

4.3 AvTinetdmion cupuatoudtov acdsvav ne RDS- oletikn mpociyyion

H avtiperdmion tov copntopdtov aclevav pe RDS pe okond v mpoaymyn Kot tnv

anokataotaotn e vyeiag eivor AITAPAITHTH.

I) O ypdviog VoG gival GOUOTIKA Kol WYUYOAOYIKA 0yYOYOVOG Kol TO GLVEXESG aioOnpa

dvopopiog mov Tpokalel umopel va 0dNYNGEL G EVTOVES WYLYOAOYIKES OLOKVUAVOELG.

O moévog pumopel vo TPOKAAEGEL [0 TOWKIAID OPYAVIKAOV aVTIOPAGE®MY OTWG OVENUEVN
oLYVOTNTO avOTVO®V Kot GQiEemv, avénuévn optnplokn mieon Kot puik oOomoom,
eQidpwon, gpuBpotnta N YPOHTNTA, GLVOPPV®CN N HOPPAUCUOS. AV KOl 1 TOPOLGIN TOLG

umopel va givor VOEIKTIKT TOVOL, 1] ATOVGT0 TOVG OEV TO AMOOEIKVVEL.

Ta droua pe ypovio movo (aobeveic pe RDs : w.y. ue voco Guillian — Barre, wopvodyia,
QLYYYELOTOINTIKY GTOVILAOSIOKITION, PELHATOEWN apbpitida K.G) SpKEWG UNVAOV 1| ETOV
pmopet va ypnoipnonotodv nedddovg Tpocapuoyng ¢° avtdv, YEYOVOS OV TOVG EMITPEMEL VAL
aoKoVV kamolo éAeyyo. Ta cvuntopota mov oyetiCovrol pe tov ¥pdvio mdvo meptrapupdvouvv
anoAeln avtomenoidnong, evepebiototra, katdbAlwym, amdcvporn kar avmvio. Emedon n
QVTILETOMIOT TOV TOVOL TPOKAAEL GNUOVTIKY KATAVAA®GT eVEPYELOG, Ol acbeveic mov elvan
adHVATOL OVTEYOLV AlydTEPO TOV TOVO. EmumAéov, 1 kOT®o™ mov mpoKaAgital amd Tov Tdvo

umopel va odnynocet oe adénon g avtiAnyng tov TovoL>.

EmnAéov o moOvog aokel apvntikn emidpoacn oty modtnta {ong, TPOKAAMVTOG
eEMTTOUEVT] OTOO00T OTIC EMAYYEAUATIKEG VITOYPEMCELS, OTNV KOW®VIKOTOINoT kabdg Kot

oT1g dpaotnprotreg g kadnuepwvotntog (American Academy of Pain Management, 2009).

4.4 Noonigvtikny Ppovtidoa tovov acOevav ne RDsS

Ov dpaoctnpdmrec mpooywyng vyelag Yy TOV TOVO  ETMKEVIPAOVOVIOL OCTNV

ATOTELECULATIKOTEPT] AVOKOVPLGT] TOV.

H voonievtikn gpovtida tov acOevodg mov Pubvel mdvo, icmg amoterel peyodldtepn

TPOKANGN Ao TN EPOVIION TOL TOPEXETAL Y10 OTOLAONTOTE GAAN VOGO 1) TPAVL. XTOYOG TNG
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VOONAEVLTIKNG QpovTidag eivar va Bondnoet Tov acbevn va eAéyEel oto péyioto dvvatd Pabuod

, , 4
TOV TTOVO TTOVL OLIGOOWST(H3

4.4.1 H voonisvtikny epovrida (atouikn) 6to voookousio

1) A&woroynon — (cvAloyn) 0€60UEVEOV) | EVIOMIOT], YOPAKTNPLOTIKG, EVTaoT, TPOTOG

EULPAVIONG TOV TTOVOV, GYETILOUEVOL TAPAYOVTES, OVOKOVPIGTIKOL TapdyovTes, emPBopuvucol
TOPAYOVTES.

Xpron peboddov kot kKMpdkmv yio v a&lohdynon tov ndévov 1) Pain Scale (ywo dtopa
peyoAvtepa tov 3 gtdv), 2) Ppéen — 7 etwv, 3) FLACC ywo dtopa pe vontiky votépnon
(Mapdptuo).

Mvnpovikdg kavévag PORST amotelel o yprioun pébodo extipnong tov movov :

P (precipitate) : Tt tpokdAece TOV TOVO;
Yrdpyetl k4Tt TOV VO TPOKOAAEL OVOKOVPIOT;
[Totog glvat 0 yopaxTipag ToL TOVOV;
(uoéVIHOG, ETEIG0010KAQ)
Q (qualities) : [Mowa givar n TowdTNTO TOV TOVOVL);
Oa tov meptypapate mg : 0&D, S10&1PL1oTIKO, KOVGTIKO,
VOYH®OIM, apfAD, GueEIKTIKO, cLVOMITIKO 1| ooV dAYKOUA;
R (regian) : Y& TOL0L TEPLOYN TOL COMOTOC YivETOL acONTOG 0 TOVOC;

Mmnopeite va evtomicete pe to 0ayTLAd GaG TO oNpEl0 TOL TOVOL; AVTavakAd 0 TOVOG GE

Koo GAAO oMpElo TOLV GMOUNTOC;
S (severity) : [Towa givar 1 évtaon Tov TOVoL;
T (timing) : [Mog petapdrietar o mOVOG 6TO YPOHVO;

[Tote Eexwvd, méco Owpkel kot mog oyetiCetoar pe dAha yeyovota ot Lon Tov

. .35
acBevoug;
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2) Avayvoon ocoppove pe NANDA North American Nurses Diagnosis Association
(1994) — Definition and Classification (1995 — 1996)

3) Xyedwoopog — Xyedtdlovtat ot 6KOTol TG VOOAEVTIKNG PpovTidag mov Ba Tpodyovy

™V avaKouelon Tov actevolig petd  omd 10Tpikeés oomnyieg mepthapfavovtag kol otoryeio

OGS : TIC TOMTIGUIKES ETLPPOES TOV

4) Egappoyn - Ilepthapfaver @oppokevtikd 1 kot pun (tomofétnon codpoatog,

poraéelg). Booiletow maviote oty a&lohdynon ¢ mapovco katdotacnc. Emiong
neplappavel Ty mapakorlovdnon g Oeponeiog (omotelecpatikOTNTA, TNV EKTOIBEVOT) TOL
a60gvo0g Kot TOL 01KOYEVELKOD TOV TEPIPAAAOVTOC)

5) Afwiéynon - Extudtor n amoteAeoHATIKOTNTO TOV HETPOV YL0L TOV EAEYYXO TOL
34

Ttovov

4.5 Avaygipion Tov TOVOL

H mo amoteheopotikn Swyeipion tov mwoévov dev egivor povo (RTmUa Tov GOCTOV
QopudKov ©T0 CMOCTO YPOVO OAAL  €vog  oLVOLACUOS  (QOPUOKOAOYIKAOV KOl U

(QOPLOKOAOYIKMDV TPOCEYYIGEMV.

- QopuokevTIKEC TPOCEYYIGEIC AVOAYNTIKA Kol 0001 YOPYNOoNGS

) Amd T0V GTOHTOG XPNOT

i) Evdopwikd avoiyntucd

iii) Ynodopia

iv) Tomucd

V) Awdeppotikd embépato

vi) Mewpulovpra (buccal swabs)

vii)  Avaiyncio eheyydpevn amod tov acbevy (PCA)
viii)  Emoxinpidioc avaicOncio

- un avarlynTikd (avtikotodMTiKd, ovVIIoToOcUMOKA)

- EncpuPorucéc Bepomeieg - plotopieg
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- xopdoToun
- ELOLTEDLOTA AVTMAOV POPUAKOV

IIpocoyn @ o©TIC TOPEVEPYEIEG KOl OTIC EMMAOKEG .. OvokolMotnTo (UETG 0o
YOPAYNON T.Y. HOPOIVIG, K®OEIVNG), LAVNALN, KOTOGTOAN OVOTVELGTIKOD GUOTHUOTOC —

Gmvoteg (omoedn)

Mn @opUOKOAOYIKES TTPOGEYYIGELS

- OTVOG Kol avAmToon

- Oeppomta (oyyerodiactoln)) — (eotd umavio, emiBépoto (avievoeikvutar yloo pkpd

Toudid, NMKIOUEVOLS, dTopa He omMdAEL aicOnong | cvveidnong, wopvolyio)
- amoomToo™ TG Tpocoyns (.. cvlftmon, thiedpacn)
- xaAdpwon (amehevBépmwon g Eviaong)
- dtohoylopog Kot @avtacinon (Slavontikég «SloKoméS» and Tov TOvo)
- Omvoon
- Proavadpaon (g€edikevpévn TeXVIK 1 omoilol LETPE TN WULIKY EVTOOM HE OEPUATIKA
NAeKTPOIQ)
- LOVGIKN
- yOyo¢ (ayyelooH6macT) 6€ HVIKOVG GAGHOVE KOl GE PEPIKOVS TOHTTOVS apHptkod TOvov
(ovtevd. o wopvokyio)
- péaén (yordpoon poodv kot eveéia)

- dley€pne vortiaiov puedod (epevtevua 6Tov ETGKANPISIO X®Po, dimha oTa vebpa IOV
vevpdvovy v Taoyovoa wepoyf). [a acBeveic pe ypdévio mwdvo mov dev

’ , , 34
OVTOTOKPIVOVTOL GTY POPUOKEVTIKY ay®@Y]™ .

45.1 HHoudra

Boaoum apyn etvar 611 0 movog OAwv tov achevodv, coumepthapuovorévov Kot Tmv
ooV, Bo TpEneL Vo avTILETOTICETOL e PAPUOKEVTIKEG N U QOPUOKEVTIKEG HEBOSOVC,

ave&opTNTMG av N vIoKeipeVT artio TOVvoL pmopel va dtomotwOel 1) Oyt
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O IIOY ektd 6t mepinov 5,701 dvBpwmotl Lovv 6g YDPEG OTOV 0 HETPLOG KOt GOPapOC

TOVOG OV AVTILETOTILETOL ETOPKOC.

H opywn extipnon tov mévov apopd 1o mandi, TOLG YOVEIG 1| TOVG PPOVTIGTES TOV Ko
ToVG emayyeApotieg vysiag. H apyikn ektipnon tov moudiov mov avaeépel novo neptlappdvet
AEMTOUEPES 1GTOPIKO TOVOV, PUGTIKY| TGN, OLAYVMOOT] TOV oUTI®V KOOGS KoL T HETPNON TOV

(KAipokag évtaong Tov TOVoL avaAoyo pe TNV NALKio Tov).

Hivaxoc 1.

2OVOWN TOV EPMOTNGEMYV YL TNV KAWIKN EKTIUNGY TOV TOVOU

[Moteg Aé&eig ypnoponotel To modi Kot 1 O1KoyEVELD Y10, TOV TOVO;
[Toteg AekTiKéG Kot GUUTEPLPOPIKES EKPPAGELS ¥PNOIUOTTOLEL TO TOdi Yia Tov TOHVO;
Tt k@vouv ot yoveic Ko/ @povtiotég Otav To modi Exel Tdvo;

T1 dev kbvovv ot yoveic Kaun povTioTég OTav TO Todi £yl TOVO;

T avaxoveilel kahdtepa ToV TOVO TOV TOUO10V;

[Tov evtomileton o0 mOVOG kol mowo €lvar ta yopoaktnplotikd tov (0éom, cofapodtnra,
YOPOKTAPAS TOV TOVOV OTMG TEPLYPAPETOL 0td TO Taudi/yovéa, T.y. 0E0C, KowoTikds, fHOog,

SELPLOTIKAG, dOTEPUOTIKOG, GOVLMV);

[ apyroe o movog (Mrav Eapvikog/fadiuaios);

[1660 didonua kpotdel o Tovog (d1apkela amd TOTE TOV APYIOE);

[Tov Bpioketar o wévog (nio | ToAAamAEg BEaELS);

Awtapdocetl 0 TOVOS TOV VTVO TOL OOV 1) TN CLVOLGONULATIKY TOL KATACTOGC;

[Tepropilel 0 mOVOG TV KAVOTNTO TOL TGOV VO EKTEAEGEL TIG PUGIOAOYIKES dPACTNPLOTNTES

(va kaBioet, va otabel, vo mepmathiosl, vo TpEEel);

[epropiler o movog v wavotTa/apodopios Tov TOSIO0 VO OAANAETIOPAGEL HE AAAOVG,

Kkabmg Kot TNV KavdTNTA TOL VO ToUEEL;
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Metd v ektipnon, 0o xotaoctel mAdvo avtyetomong. H pérpnon tov mdvov
dtevepyeitol o€ TaKTA OaoTaTE. AVTO EMTPEMEL TNV UETPNOT TOV UETAROADMY KaBDS Kot
TV €KTIUNGN ™G EMAPKEWNG KOl TNG OMOTEAECUOATIKOTNTAG TNG EMAEYEIGOSC OY®YNG, ME

SVVOTOTNTO TPOCAPLOYNG.

H ovtetdmion tov «emipovov» movov (pokpdg dwopkeiog mov oyetiletar pe puo

opyavikn Tanon) apopd v avaryncia.

O véeg katevBuvmpieg (ITIOY 2012)*® cuvictolv YPNON AVOAYNTIKNG oy®myNs o€ 600
otdo avdioya pe 1o emimedo cofapdtnTag Tov WOVOL oTa Wodwd. H moapoaketapoin
(epmopicéc ovopaoieg apotel, depon (vypn mdéoun popeny, vdOeta, diokia), lonarid, panadol,
Algine, Algocit)® ka PBovmpopaivn (Vypn TOGIUN LoPPT, dtoKia) (EUTOPIKEG OVOUAGIEG TNV
EMAGSa : iburprofen, brufen, algofren, advil, nurofen, neoprofen)®’ amotehovv ta QAapLLOKOL
EKAOYNG OTO TPATO GTASIO © TNV OVIIUETMOMIGN TOV NTLOV TOVOL. XTO O0£VTEPO GTAS0, TNV
QVTIUETOMION TOL UETPLOV €mG cofapod mOvov, M uopPivn (EUmopikéc ovopacieg oty
EAMGSo : mongol con, mongol mod, morficontin, oralmorph)® anotelei pappaxa exhoyig
Yo TV amd TOL GTOMOTOS Yopnynomng oto ypovio mévo. H mebdivn OBewpeiton mAéov

TOPOYNUEVO PAPLLOKO.

H @oppoKevTIKI] OVTINETOTION

H opOn yprion tov pappdkov Ba avakovpicetl 1o TepocOTEPN TN LLE EMIHOVO TOVO,

Baocileton 0g oTic akdAoLOeg BepeMdOES apyEG :
1. Xpnon otpatnyikng 2 otadiov (TpoavaeEépovor)

2. Xpnomn avorlynTikov 6€ ToKTd xpovika dtouothipata (0xL «dtav ypetdlovror Kot E101KA To.
OTLOELT))

3. Xpfon g KatdAAnAng odov yopnynong (m.y. yio T OMOEWN TPOTHATOL 1| ad TOL
oTOHOTOG ay®yn Yy OA0VG Tovg acBevelc mov pmopovv va Katamovv. H vroddpia

XOPNYNOTN UTOPEL EMIOTG VAL ATTOTEAEL it TTOADTIUT EVOALOKTIKT)

4. Tlpocappoyn TG aymyng 6To CLYKEKPIUEVO modi. Xpnomn pe €EATOMIKELUEVO TPOTO

OGMOV 0.POoPOoVV TO 1GYLPE OTLOELDT).
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O\ oy YEANOTIEC VYEIOC TOV AVTIUETOTILOVV TOV TOVO Q0 TPETEL ©

Vo yvopilovv TIC TOPEVEPYELEG TOV AVOAYNTIKAOV QOPUAK®OV KOl VO TIS OVTILETOTILOVY
VoL VTapyEL avTidoTo omoeW®V — Naio&ovn (otnv KAvikn, oty owkeia KTA.) dueco

va Qopovvror 0Tt 1 emimTOOT TOL GLVOPOLOL eEdpTnoNG o€ acbevelc pe mOvo elvan
onavia (Pain Society, 2009) kot av cvuPei n e&dptnon Oa mpémel va avipetonileTol

OT®G Kol KOs AAAN avemBountn evépyela

va yvopilovv 6Tt povo 1 ou@vidlo OlKOT| TV OMOEW®V 00Nyel G GUVOPOUO

Grépncng35

4.5.2 Evijiikec

Ov emayyelpatieg vyelag dev  avipetonilovv tov YpoOVIo WOVO TV VMKV

SPOPETIKA amd oVTOV TOV TodmV. Ot eVAMKEG OUMG aVTIOPOVY SLUPOPETIKA GTOV TOVO, O
0T010G AmOTEAEl VITOKEWEVIKT ATAVTNGT TOL OPYOVIGHOV GE YLYXOAOYIKOVS GTPEGGOYOVOLG
mopayovtes. [V owtd kol vdpyel etepoyéveln TV avOpOTIVOV gUmEPOV oTov Tovo. H
onuacio 1 Kot 1 avTiAnyn Tov Tovov pnopet va tpomomomBet amd : TPoNYOLUEVES EUTELPIES,
amd to. Kivntpa, TNV mPOGoyY, TV VIOPOAN, TNV TPOCHOMIKOTNTA, TOV 1010 TOV OPYOVIGUO

(Tapaymyn evooyeEV®OV OMOEBMV — EVOOPPIVES) KOl TNV TOATIGUIKT TOPAS0oT).

To 1010 en®dVvo gpéBiopa, akdun Ko av epoproctel pe Tov 1010 Tpdmo Ko otV 101
évtaon dev givor dvvatd va mpokarécel TNV 101a avtidpact o dVo dapopeTikd drtopa. Olot
ot emaryyeApatieg vyeiog Bo mpémel AoumdV Vo KATOVONGOLV TOVG TAPAYOVTEG TOV ENNPEALOVY
MV angvinon otov mOvo €161 OCTE Vo €E0TOUIKEDCOVV KOl VO, TapEYovv Tnv opbn

OVTILETAOTICT TOL.

O 0&bHg movog €xetl Eva oKOmoO & Vo TPOEWOTOMGEL Yo PAAPES TOV 1GTAOV TOV CAOUOTOG.
Evd o xpoviog movog dev €xel KAmO GUYKEKPIUEVT] AELTOVPYioL EVO GTNV TPOYUATIKOTNTO

amotelel TpOPANU

Awtapaccel NV moldTnTo Kot TNV T0cOTNTA TOV VIVOV, TPOKAAMVTOS eEAVTANGT Kot
mhavoe amonpocovotoiopd. O petafoikdg pvBuodg, o katafoAlopog avédvovrtal, M
duvaTOTNTO EMOVAMONG EANTIMVETAL, T AELTOVPYIOL TOL OVOGOTOUTIKOD KOTOGTEAAETOL

(AoudEetc). Yrapyel pio oapng GVOYETION TOL XPOVIOL TOVOV Kot TG KATAOAnyMG.
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H avoyf otov moévo moikikel peta&d tov atdpmv kabmg kot oto id1o to dtouo (Mc

Cance & Huether, 2010). Exnpealeton amd :

™V NAKio, To apyn 1 HETAGOCT TOV EXTMOLVOL epebicpatog, PpadvTePT AMAVTINON GTO

epediopa, mOVOg AMydTEPO GLYVOSC GTOVG NAKIOUEVOLG

mv ovvomapén AoV tadncemv (apbpitida) Tov dnuovpyodv Tévo 1 yHpaven

0 _@VA0 (0t yvvaikes €yovv YounAdteEPo 0VAO GTOV TWOVO Kol PLdVOLV VYNAOTEPNG

évtaong movo am’ 6t ot avopeg (Toomey 2006, Wilson 2006)

TO OIKOYEVELOKO TOL TEPdAlov

TO KOW®VIKO Tov TepPdirov

1_TOMTIGUIKT] TOV Tapddocn (6€ oplopéva KPATn meTELETOL OTL TO GTONO TPEMEL VO

VTOUEVEL TOV TTOVO OTOIKE YU 0T apveital vo AAPet avolynTika)

o1 YuyoAoytKoi mapdyovieg (mdvog mov avédvetatr vd cuvinkeg OPov N Ayxovg, TOVOG

oL dgv kabioTator avTIANTTOg 0TaV TOo ATtopo PBpickeTon VO GLVONKEG OOV amotTeital

VYNAO ENIMEDO GLYKEVTPWGTG)

ot ovvausOnuatikoi Tapdyovteg (n mapovoio N 1 amovsio. ATOU®Y TOV VIOoGTNPifovY TOV

acOevn pumopet va petaff el Tov movo)

10 _Gyyo¢ (umopei va awénoet v évtacn tov TOVOL Kol Vo, 0LENGEL TO PVIKO TOVO YU

aVTO €iVaL OTOTELEGLATIKEG Ol LT POPLOKEVTIKEG TAPEUPACELG — YaAGP®OT)

1 KOT®on, 1 EMewyn ¥7vov (0 acevic Tov TOVA eV KOWATOL, AVTO ONULOVPYEL KOTMON

Ko 1 KOTOOT ELOTTOVEL TNV GVTOYH GTOV TOVO)

n katddiyn (X évav acBevi mov nacyel and KatdOAwyn 1 ogpotovivn gival ehattOUéVN
pe amotéAecpo emmdvuva epebiopata va yivovtor oavtiAnmtd pe peyoAvtepn £vioom.

[oyvet ko To avTioTpoo, ot acheveig Tov Tovovy eupavifovy cuyva KatdOAnym)

1 onpocic Tov TOVOL (0 TOVOG HETA OO U0 KOLGOPIKT TOUN Eival EVIEADG SLOPOPETIKOG

and Tov mOvo pog oykektoung (cuvopopo Van Hippel Lindau)

O meprocotepor avlpomor pe RDs Biodvouv ypoévio moévo. X' avtodg toug acbeveic

TPOoTIOETAL AKOUA EVOG OTULOVTIKOG TOPAYOVTAG 1O TPOS TNV 0VOY] TOVG GTOV TTOVO :
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H eAmng xotavomon oyetikd pe 1o aitio mov mpokaAel tov movo, v €kPacm g
acBévelag, ™ un vmapkt) Oepameia, v mOavy avornpio, TNV OTOAEW KOWOVIKOV KoL

OLKOYEVELNK®MV pOA®V Kot To BAvaTo.

I'V avtd yo TV OMOTEAEGUOTIKA OVOKOV(LOT TOL aGHEVOLG OALTEITOL GUVTOVIGUEVT
Opdomn Kol cuvepyacio HETAED TOV 1010V, TNG OIKOYEVELNG KOl ORAONG ETAYYEAUATIOV VYEIOG

(Yratpobe S10pOpmV EIIKOTNTMV, VOGAELTMOV).

O voonlevtig Ba mpénel va mpooeyyilel kdbe acbevn Eeywplotd Kot eEoTopKELUEVA

Aappévovtag v’ Oytv OAOVS TOVG TTaPAyovTES oL TpoovaPEpOnKay. H Aym otopikod, n

mapatnpnon, N dtbeon ypoévov Ba GLUPEALOVY CTUAVTIKE GTNV OVTILETMTLICT TOV T6vov*>>.

I[pocmmkn paptopio yro TOV xpOVIO TOVO

X1V mop@oAlvymon emdepporvon o Paul, 14 etodv avagépet @ «Niwbw 10 opa LoV oo

’ r ’ ’ e , 4
va KofyeTat kat 0 Tovog eivon pio 6tadepd otn {of pov»™.

4.6 XYNAIXOHMATA 060svav ng ypovio tovo

Inuovtikd pépog tov xpoviov Tdvov givor kot 0 cuvausOnuatikodg movos. Tlévte etvan ot

Baocucéc cuvosONUATIKEG KATOGTAGEL TOV EMOEWVAOVOLV TOV TOVO :
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1.0 96Bog

2.H evoym

3.0 Bvpog

4.H sowotpépsto

5.To aicOnpa Tov ABorOntov (k.4)

H 'Evoon Apepwavov Yuyordyov (American Psychological Assosiation — APA)

npoteivel 5 onpeio AVILETOTIGNS TOV ¥POVIOL TOVOL

1. Awyeipion tov dyyovs. O cuvaicHnUaTiKdg TOVOG Kol 0 COUATIKOS TOVOG gival oTEVH

GLVOESEUEVOL EVD O EMPOVOG TOVOG UTopel va 001 yNoel o€ avénuéva enimeda Stress

2.2v{nmote pe 1ov_eantd oo emowodountikd. Eotidote otig PeATIOOE OV

TapoInpeite Ty «Avt) v eRdopnddo movam Ayotepo» KTth. H Betikn oxéym etvon éva

1oyLpo epyaireio

3.Tivete evepyntikol Kot dpacTiplol. TKEPTEITE TNV EVPECT] EVOG YOUTL OV GOG KAVEL
va aicBdveote kohd kKo cag Ponda va ocvvoebeite pe v owkoyévelo Kol Tovg OIAovG
apnvovtag otV akpn Vv evoyinon pe tov moévo. Oco dev 10 oKEPTESTE TOGO AyOTEPO

TOVATE

4.Bpeite vmoompiEn. To va avipetonilete pdévor tov kabnueptvd movo eivan

e€apeTikd dvokoro. Avalntiote dAAovg avOp®TOVG ToV lvar 6TV 110 KATAGTACT LE GOG
Kol TOV UTopovV Vo LopacTtodV TS VOESELS Kot TIg eEdpaoels oag. Palte o1o d1adiktvo N
OTNV TOTIKN KOWOTNTA Y10 VTOCTNPIKTIKES OUAOEG, Ol OMOIEG UMOPOVV VO, LUELOCOVLY TO

«poptio» cag, fondmvrag cag va Katarapete 6TL dev gioTte pHOVOL

5. ZvpPovievteite éva emayyedpatio. H vrootpién and éva emayyeipatio vyeiog, Onmg

YuxoAdyog, pumopel va cag Bondncet va YEPIOTEITE TIG PUOIKEG KOl COUOTIKEG GUVETEIEG TNG

‘ . 41
KOTdoTOoNG 060G .

4.7 AXOENEIA : 5 6tdoio psypr tnv amodéoyn

AV KOl TO. GUUTTOUOTO TOV XPOVIOV TOOGEMV SPEPOLY, Ol TEPIGGATEPOL TAGYOVTES

popdlovror kowvd cvvausOnuata. Ta mévie cvvnbicpévo otdd and to omoio TEPVOLV 01
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acbeveic poMc pabovv 6t vooovv omd kamota ypdvio achéveila eivar (ympic ovtd va onuaivet

TG To. fudvouvv OA0L, Ola, LE TNV (10 GEPQ):

1.

Apvnon, kédBe oddayn M anoAiela otn {on, TI§ TePlocOTEPEG POPEG 0dNYel oe dpvnon.
Apxetd cvyvd, 6cot Bpickovial 6 avTod T0 6TAd0, BepoVV TS 1 acBivela dev umopet
va Toug BAAYEL, YU avTO KOl ayvooUV TIC GUUPOVAES TOV YIOITP®V LE OTMOTELECHO VAL [N

Aappavovv Bepameio

Ouudc. To cuvaicOnua mov cvyvd tpépel v apvnon sivor o Boudg. TToAlég @opég
advvatel va mOTEYEL OTL NTAV TOGO ATLYOG LE AMOTEAEGLLO VO KATYOPEL TOV EQVTO TOV
oL appootoe. [ avtd 0 KaAOTEPOS TPOTOC Y10 VO LEUDoEL Kaveig To Bupod eivon va tov
eEotepikedoet. H mpnon evdg mupeporoyiov, ot OpadKES ocvvedpieg YuyoAoyiKNg

VROGTHPIENG Elval TPOTOL Y1a Vo KATELVAGEL TO Bupd TOL.

DoBoc. Katow amd v opyn Ppicketar o pofog ya o achBévela mov dev BepameveTat.
AALot yivovTon aKOUO T GOPOL KOt 7O SNUIOVPYIKOL Kot AAAOL GTANATOVY VA KAVOLV
oxédw yo to péALov. O @oPog yivetar axopa mo £viovog 0tav o acBevng dev yvopilet
vy v Tadbnon tov. I'’ avtd npénel va emdidEet v mAnpoedpnon. Oca mepiocdtepa

pabaivel Kamwolog yio TV VOGO T0L TOG0 TEPIGGOTEPO VIDOEL TMG £XEL TOV EAEYYO.

OAym. To aicOnua g OAY”NG Kot ™ ammAeiag eivor cuvnBecg, yloti ol ypovieg Tadnoelg
(6mwc ko ot RDS) emopépovv ot (on meplopiopodc. Mrmopei évag aoBevic va unv
pmopel va KAVEL ayamnpUéveg dpactnplotnTes, vo. unv pumopel va epyastel, vo unv pmopel
VoL TPOQEL [LE TO AYOTNUEVO TOV QOYNTA. ZVVETMG 1) OAIYT TOV KAveL vo VvidBeL avemapk

Kol amopovavetal. ' avtd kot mpémel va emdiméetl va yvopicel avOpomovg e v idwo

whOnon €161 OGTE Vo aVTOAAAEOLY amdyELS Kot mfavd va TapadelyLoTIoTel omd Tovg o

«OLVOTOVGY.

Amodoyn. H Odwyelpion wog ypdviag mabnong emoeépet peyddn ocvvoucOnpotikn
avaoTdtmon oAl yevvd Kot Betikd cuvausOnuato. To va PAEreL Kavelc mwg oto Téhog
xapn ot SLVOU ToL Katdpepe va vrepPel TIg Omoteg avtiEooTnTeS, elval Eva VIEPOYO
ocvvaicOnua. Eivor aiocOnuoa dikaiwong kot vikng mwov mpoAbav and mictn otov £0vto

TOV KOl 0O avofe®PN O CKEYEMV Kol ATOYEDV TOV ELYOV TPV VOGT|GOLV.

(Ieprocotepec mAnpogopies yo tnv Elizabeth Kubler — Ross, - E (2005) On Grief and

Grieving: Finding the meaning of Grief Through the Five Stages of Loss, Simon & Schuster
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Ltd — n omoio dAhaée pilikd tov Tpdmo MOV eKOTOUpUDPLO. GvOpmmol avTipeTomilovy TV

, . 42
oo0évelo kot to Oavato™.

4.8 Arodrero — Opivoc — Xpovia Orhiyn

An@Aglo, ivar ouvatd vo OploTeEl [o TPAYHOTIKY] 1 SLVNTIKY KOoTdoTtoon Kotd Tnv
omoio. €va TPOCPINEC TPOGMTO, OVTIKEIPNEVO, HEPOC TOL CAOUOTOS 1 cvvaicOnuo mTov
TpoLINPYE, XaONKe 1 AAAace Kan dev £xovpe T TN dVVATOTNTO VO TO SOVLLE, VO TO PLOGOVLLE.

Moévo ™ Tpodcono Tov Prdvel TNV andAELo lval 6e BEoT va TPocdlopicet TNV Evvola TNG.

H andAeio odnyel o€ stress 1660 610 dtopo 660 kot otnv otkoyévela. H anotedeopatikn

N U1 ATOTEAEGUATIKY AVTILETOTION Ba Kabopicel TV IKavOTNTO TOV OTOUOV VO avTameSEADEL.
Exnaidevon acBevav mov frdvovv amdAeio

- EvBappovetre 1000 TO mOoudld 000 KOl TOVG EVAMKEG vo. cu{nTHGOLV Yo TNV

OVOLLEVOLLEVT 1] ETKEILEVT] OTOAELD KO VAL EKPPAGOVV T GLVALGHNLLATE TOVG
- AaETE TPOTOVG EMIAVONG TV TPOPANUATOV

- Ilpocodopicte t0 AdYo Yoo tOov omoio ot mBavég aAdayég kol To mPoPANpOTO

oyetilovTal [LE TNV OVOUEVOUEVT] ATTMAELN
- AvortoEte TOOVEC GTPATNYIKES Y10 TNV OVTILETMOMTION TPOPANUATOV
- AvoQ£EpaTte To TAEOVEKTILOTO KO TOL LELOVEKTILATO
- Amo@aociote Toleg oTPATNYIKEG EIVOL TLO YPT|CLLLESG

- ABGETE TOL ATOWO KOl TIG OIKOYEVELEG GYETIKA LE TOV TPOTO VTOGTNPIENG EVOS ATOLOV

Le emkeipevn ammAelo

- E&nynote tic mpocdokieg and pio andiewa : Avmn, eofog, andppuymn, Boudc, evoyn,

povaéid

Opnvog sivar n cuvoicOnuatiky avtidpaocn anévavilt oty andAelo. H diepyacio tov

Opnvov elval M €0OTEPIKN OOKAGI TOV ATOUOV TPOKEWEVOL VO EMEEEPYNOTEL TNV

, , , , 43
avTidpOoT| TOL OMEVAVTL GTNV OTMOAEL.

Ot voonhevtikég mapeufaocelg oyeotdlovior pe okond va cuppdiiovv otn AVorn tov

Bpnvov.
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EMéy&te yio onpeio kor ovuntopata OAlyng — Opnvov (m.y. petaPorn otic cuvhbeleg
dwTpoeng, advvopio ovykévipmong, obmvio, OvHOc TPOg TOLG OKEIOLE Kol TO

VOGNAEVTIKO TPOCMOTIKO, ATOGLPGT OO TOVS OTKEIOVG

EvBappivete v mpopopikn ékepact tov Bopov. Bondnote tov acbevn| va evtonicet tnv
TPOYLOTIKY ottio Bupovd Kou mapaitnong. OEote Opla 6TV AVAPLOCTN CLUTEPIPOPE GV

yperaleran
Extymote tovg mapdyovteg mov mpokaiohv 1 cuufdiiovy oto Bpnvo

O¢oTe pOTNOELS AVOIKTOV TOHTOL TPOKELUEVOD Vo, EVOUPPVUVETE TO AITOLO VO LOIPAGTEL TIG
avnovyieg Tov Kot tnv mhavn enidpacn mov Oa empipel 6TV otkoyévela (TpEnel TpmTa

0 ao0evic Vo avayvopicEL TV OTMAELD)

KoAlepynote pio oyxéon eumiotoovvng, owbéote emapkn ypovo Yo ETKOWOVia,
LAGVTOG LE GOENVELD, oA Kot KoBopd, OKOVYOVIOG TPOGEKTIKA, OTOVIOVINS LE
elukpivela, un divete peoMoTikég eAmidec, mpooEépete vmoompiEn kol emdeilre

oefacpud oty nAikia, 6Tov TOMTIGHOG, ot Opnokeia, ot ELAT, oTIg avlpdmiveg aieg

Potote oxetikd pe Tic yoykés SuvAapels Kot aduvapieg og OTL apopd TV AVTILETOTICN

™G EMEPYOUEVNG ATMAELOG

A6Ete otov aoBevn Kat 6TV 01KOYEVELR TOL T 6Tdd1a Tov Oprivov (awtd Ba cvpPfdiret
wote vo £xovv enlyvoon tov cvvoucstnudtov kot Bo emPefaidcovy 6Tl 01 avVTIOPAGELS
TOVG €ival PLGIOAOYIKEG)

[Tapéyete ypOVO YL T ANYN ATOPAGEDV

Ymoompi&te Tov TOTO GLUTEPIPOPE OV Ogiyvel emTLuyY emeepyncio Kol OVTYLETOTION
™g OAiyng

Evnuepdote oyetikd pe t1g KatdAANAeg TnyEg cLUTEPIAAUPAVOUEVNC TG VTTOCTHPIENG
amd TNV OKOYEVELD, TOVS GIAOVG KOl TIG OPAOES VITOCTNPIENG, TIG KOWOTIKEG TNYES KOt
TOVG POPEIS TapoyNG Vokng / otkovopikng Bondetog

Awdte Ta onpeio Avong tov Bpnvov

Amovoia mposkdAANoNG 610 TaPEABOV, TPOCAVATOMGUOG GTO LEAAOV

[MBavoTa YapEng odvvnpmdv «eptddmv» Bprvov PeTd TV TapéAevon £T0VG 1| ETOV
a0 TNV OTOAELD, WO0ATEPA KOTE TNV KETETELO» TNG OTAOAELNG

32



H ypovia Ohiyn amoterel «éva vrotpomidlov kot duvntikd eEeMKTIKO poviéAo Papidg

Kol SuyvTnG  peAayyoMag mov Piodveton oG omdvinon otn Olpkn andAsw Kob’ OAn v
nopeia pog achévelog N avamnpiag» (Nanda International, 2009, ce). 276). Katactdoelg mov
EMOVAPEPOLY GTNV UVIUT TOL OTOHOV OMMAELIES, AMOYONTEVGEIS 1] POPOVS duayEpaivoLy T
xpovia OATlym. [TiBava va ) Pidvel o acbevnig, yovéag, o ppovtioTig 1| dtopo pe xpdvia voco

N avammpio.

Eénynote ™ dwpopd petald ypoviag OAiymg kot ypdviov Oprvov. O Opnvog eivan
YPOVIKA TEPLOPIGUEVOG KOl ADVETOL [LE TNV TPOGOPUOYT TOL ATOHOL OtV amdAswo. H
xpovio. OAiym elvar dvvatov va €xel mowidn évtaom, oAAd vo gppével ko’ OAn

dugpketa g Long Tov aTdHoL

EvBappivete ™ Aektikny ékepacn 1 omotodnmote GAlo tpoémo (ypaoemn, cvlntnon) tov
CLUVOICOMUATOV Yo TNV OOAEW KOl Y10 TIG TPOCOTIKEG OAAAYEC TOV UTOPOLV V.

dmdoovV eATtida Yo To péEALov (MeldveTol 0 cuvatodnuatikog movoq)
Bonnote 610V Tpocdiopiopd twv mapayovimv mov ntteivouy T OAiym
Hopamépyte oTIC KATAAANAES KOWVOTIKES OPAOES GTNPIENG

EvBoppivete ) ypon TPOCOTIKAOV, OWKOYEVEWK®Y, GLVIPOPIKADV KOl TVELUATIKOV

, (44
VIOGTNPIKTIKOV GUGTNUATOV

Tpio wpdypoto wov ot ypovior acdeveic 0&lovv vo EEpete YU avTove (TPOGHOTIKNY
popTLpic)

«AvBpomot owol pov, pov €yovv otabel, Ba mpotipwovoa OU®S Vo YvOPLoV TG

aoBavopat... Otav mpokertonr yuo 10 ¥povio mOVo, TNV acHEVELD KOl TO OYOTNUEVO LOG

Tpdsmna, dgv givar Yoo GAOVS TO 1010, OO AAA®OTE Y10 Timota o1 (m1»

1. 0 Opnvoc oo vidBovue yia tn Cwn wov yacoug icwe va gupovilerar Cava kol Eava

... Méypt va appwoTicm, ayvoodso TavTEA®S TG OG0 YVOGTOL LoV avTieTdmioy £va
0¢una vyeiog otV ovcia tevBovoav. Topa EEpm TmG £xelg TOAAA Yo v OpnvicElg OT™G Yo
T0 OTL Ogv glool TAEOV TTOPAYMYIKOS, Yoo TV am®AE OiA®V, yio TV advvopio vo Kavelg
TOAMEG  OoyamnuUéVEG OPACTNPLOTNTEG KOL QULGIKE Yy TV  EAAEWYTN ovTovopiog Kot

ave&optnoiag... O yuykdg mOVog EpyeTat ove KOUATA. ..

33



... o mopdoetypa, giyo mevOnoetl yio v KaplEpa TOL AVOYKAGTIKO VO EYKATOAENY®.
Otav 0pmg cuvadvinoa o ToAd cLVASEAPO LoV 1 OTtoio OV HWAOVGE Y10 TIG OAAAYEG OTN
2ol mov didacka tOTE Eva KOpo OAlYNGg Ko Opnvovu pe kotéPare... TIEvOnca Aydtepo otav

£XAo0 TN UNTEPO OV

2.Mmopei va viwBoovue 011 6OS OTOYONTEVOVUE OKOUO Kl OV HOC EYETE TEL

ETOVEIANUUEVOC TTOC OEY COUPAIVEL KATI TETOL0

3. Mmopei va vicdBovue vipomy sreion ginacte ypovior aclesveic

... O1 aoBeveic vidBovpe viponn dtav BEtovpe un PEOAMGTIKOVG GTOYOVG, LLE ATOTELECLLOL

VO 0OVVOTOVUE VO TOVG TPOLY LOTOTOMGOVLLE.

...H ac0éveia Ba énpene va givon £va mpocommkd {tnua 1o omoio B pmopovcape va
kpoyovpe. Ot ypovior acBeveic dev UTOPOVUE VO TO KOVOLUE OVTO 0QOV TPEMEL VO
eEnynoovpe otovg dArovg yiati dev eipacte Aettovpywcol... Taid eiyape aveEapoia, Todpa

. . L . . 4
avaykalopaote vo {ntape amd GAAOVS Vo KAVOLV TPAYLLOTO Y10, [LOG. .. » °

Avt elval gl OAOTIKY] TVTTOTTOMUEVN TTPocEyyion TV acbevaov pe RDS mov eivon

POVl acOeveic.

Eivar onpavtikd 611 og kdbe voco, yio kdbe acbevi) m voonievtikn mapépfacn va
eCaropkeveTon. Mmopet va mepthappavel v mpogyyxelpntikny epovrida. To oyédio epovtidag

G omoio TeptAapPavet
- TO QyYO0G
- dwatapayég Hvov
- OMym

- EMAEYLHO YVDOEWDY

‘H ™ peteyyeipntuiky] epovtida m omoia meptdapfdvel SopOpeTIKEG VOOAELTIKES

dyvooelg mov ypnLovv voonAenTikng tapépfaong epopudlovioag VoonAevTtiky oepyacio.
Ot voonieutikég dlayvmoelg umopel va giva :
- Alatopayr] UETOoNS TOV 1I6TOV

- ATOTEAEGLATIKOG TPOTOC OLVOTTVOTG
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- ATOTEAEGLOTIKOG KAOAPIGHOG TOV OEPOPIPOV 00DV
- Alatopayr] 6TV 160pPOTI0 VYPAOV Kol NAEKTPOAVTOV
- Awtopayég OMymNg

- TIovog

- Novtia kot pperog

- Ad&vyyog

- Enpdtra 6to PAEVVOYOVO TOV GTOUATOG

- Kivovvog yia dratapoyn axepatdtnTog Tov 0EPUOTOG
- Avcaveéio oty KOTOON

- AlatopayEg TG PUGIOAOYIKNG KIVNTIKOTNTOG

- Mewopévn avtog&ummpétnon

- Katakpdtnon ovpov

- Avokotmotnta

- Awatopayég HTVoL

- Avénuévog kivovvoc hoipméng (udAvvon tpadatog, Tvevpovia, ovporoipnmén)
- Kivovvog etoppdpnong

- [MBavég emmhoxég (atehextacio, OpopPfoepuPorikd emelcod0, TAPAALTIKOS EAEDS,

VIOOYKOUIKO GOK, SLAGTOOT] EYYEPNTIKOD TPODLOTOC)

- Ayyog

- EMeypo yvd)csawv44

4.9 Owoyéverwa ko a60evic ne RDs

«Or aoBéveteg elvar omdvieg kot or acBeveig pe omdvia maBnon sivor morroi». I'’ avtd
dgv gtvar aocdvnbeg va €xelg o omdvio mdOnom. Emiong dev  eivar acvvhbicto «va
emmpeaocteic» and po RD. Apod ohdxkAnpn owoyévela evog acBevoldg otV TpoyloTikoOTnTo

emmpedletat.
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O n owoyévela tov acBevoivg e RD, gite sivon mandi eite evilikag emnpedleton amd
™V mTanon Tov ayomnUEVOL NG TPOSAOTOV Kot TEPO®PLOTOIEITUL : YLYOAOYIK(, KOWVOVIKA,
TOMTIGUIKG Kot YIvOvTol €VOAMTEG OKOVOUIKA. X OPKETEC TMEPMTMCELS 1 YEVVNOT €VOG

and1ov pe RD frav n autia dralvyiov.

Omnoteg k1 av glvar ot amokoidyelg, 1 dyvoon pog RD onuaiver 6t n (o 6Awv
avatpénetat. [lpokeipévon va Bondnbovv acbeveig pe RD kot ot owoyéveleg Toug doTE va
QVTILETOTICOVV TO PEALOV KO VL amo@UYOLV €vay KOGLO TOL KATOPPEEL, £XEL TOAD LEYAAN

onuacio 1 YuyoAoyIKn VTOGTHPIEN.

Mapzopia. :

«Ortav o J. Elye dwayvoortel pe éva angtintikd yia ) (o1 tov, petafoAikd voonua, ot
eAmideg Kot ta dvepa pog ykpepiotray. Otoav yevviétar 10 modi cov kavelg dvelpa Kot
okéyelg v o Tt Ba yiver 0tav peyodmoet.... Topa aviikataotdOnkay amd Koavovpyla. ..

r ’ r ’ r ’ 4
OT®G M EATION VoL TOV TTépovE GTitt oo T0 vocokopeiol!» 6

[Mopd t1c peréteg mov £xovv yivel VILAPYEL LUKPY] YVAOOT| Y1 TIG GUVETELES TTOV VITAPYOLV
omv (oM Tov owoyevelwv pe modwd pe RD. Ze po épevva mov €ywve otn Xoundia

a&loroynOnke to dyyog kot 1 gveéia TV YOVE®V OOV LE GTAVIEC TOONGELS.

YKomdg MTAV Ol UETPNOELS AYYOUS T®V YOVIOV TPV Kol HETd v mapéufaon
EVOLVAIMOONG GTO VA SL0YEPIGTOVV TNV avornpio Tov Todlod Tovg (KOWmVIKY VITooThpién,
ato1000&ia). Bpébnke vymAd dyyog, @LGIKN Kol GUVOICOMUOTIKY €VIOOT GTIG UNTEPEG KOt
wwitepa oTig avomavtpeg UNtépes. Ot Tatépes ePPAVIGOV LYNAO Stress mov oyeTilotav pe

™V ovikavotnta, 1 omoia pelwdnke petd v mapéuPaon. Mewwuévn éviaon Bpébnke petaco

TOV UNTtEpmV Kol ToTEp®V Tov gpydloviay ue TANpn @pdpto.

H yvoon kot m kowovikn vroompiEn mov €lafav, £€koavov Tovg yoveis va

, , , , 47
OVTIULETOTICOVY gvePYE TV avarnpic ToV TodoH TOVG,

H o)\loyn ToV cuvaileOnudtoy Tov Yyoviav netd T owayvoon RD

Ot avTIdpacel; TV YOVIOV TOIKIAAOLV Kot Ot pOAOL S1APOPOTOLOVVTIOL UE APPOGTO
ondl. Ov pnrépeg mov povtilovy madd e coPapés achéveleg d10POoPOTOLOVVTIUL GE GYEGT
HE TIC AALEC UNTEPEC.
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«KovBarovv» : ofovg (m.y. av cvuPei katt 6to mondi pov;), avacedreteg (m.y. sipon

aPKETN;).
MoBaivouv va {ovv Tépa amd TG SIKEG TOVS OVAYKES Kol To. «BEAM» TOVG.
ZTOHOTOVV TNV £pYACio Yo Vo YiVOUV GPOVTIGTEG.

NidvBovv Evoyeg EnEdN APIEPDOVOLY TEPICTOTEPO YPOVO GTO APPMOTO Tdi amd OTL GTO

VYLEC.

Olot gpeic (pilot, ovyyeveic, emayyelpatieg vyeiog) eipoote «Beatég» oe owTd T0 £pYO

KoL opeilovpe :

Noa avayvopicovpe Tig pdyeg mov divouv.

Noa popalopacte pali Toug Tig Amideg Kot TG opEG KaODS Kot TIG 0moyonTeEVCELS.

Na éyovpe Katd vov 4Tt dgv UTOPOVUE VO KOTAAGBOVLE TL TEPVODV.

8

’ r I I r 7 7 4
No S1KOoA0YOVE AVAPUOGTES CUUTEPLPOPES BETOVTOS T OPLOL LLE EVYEVIKO TPOTO.
Kdatt avédioyo copPaivel kot pe 100G TOTEPES !

O matépog PBpioketon Eapvikd avdpeca oe 000 kOGpovg : Na gpyoctel Ko va

QpoVTIcEL TOL VY TOOLH GTO GTITL.

Apketol, AOY® TAAOOTEPWV TPOTLTI®V, OV EXOVV TNV EAeVOEPia VoL EKPPAGOLY TOV
OVO TOVG, TNV AVOGPAAEL TOVG KOl TPOUOKPATOOVTOL UE OTMOTEAEGUO VO UMV

, , , , 49
SwyepiCovtar opBd ta {nTMHOTO TOV TPOKVTTOLV.

4.9.1 H oixoyévela Tov ypovine mdcyovtoc aolsvoic

Mia ypévia acBévelo oe kOmowo HEAOG 1TNG OKOYEVEWS OMOTEAEL GTPECCOYOVO
Tapdyovta Kot eivar dvvatd va aAAGEetl Tn doun Kot T AETovpyiol TNG KOU VO ETIPEPEL

aALOYEG GTNV (IGKTOT) TV OIKOYEVELNKMOV OVOTTUEOKOV KaONKOVTOV.

[ToAlol kar drapopeTikol mapdyovteg ennpealovy TG AVTIOPACELS TNG OIKOYEVELNG OTN
rpovio acBéveln. Katd cvvéneio avtég emmpedlovv 11 avtidpdoels tov achevovg Kot v

avtiAnymn Tov Yo Vv acévelo.
O mapdyovteg mov ennpedlovy TG avidpacels ot xpdvia achévela pmopel va etvan :
- Ilpocwmucol

- Kowwvikol
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- Ko owovopuxot

Evd apopovv ) @oon kot v mopeia, kabdg Kot TIg amontnoelg ¢ achEvelag Onwg Tig
avtiAappdvovton To LEAN TNG OIKOYEVELNG.
H vroompiEn mpog tnv owoyévela tov acBevolc etvar onpovtiky. Or akdAovbeg

TANpoYopieg mPEmel v AapPavovtal voOYlY Koté TNV EKTIUNOM TNG OKOYEVELNG KOl TO

oyedo o g Bepaneiag tov achevoig :
Ta owoyevelakd TPOTLTAL GLVOYNG KOl EMKOVAOVING

Ot owoyevelokés aAANAEmOpAcelS mov vrooTNPilovy TNV AVTOEELANPETNGT TOL

acBevoic
O oplBudc Tov eIV, CLYYEVOV Kol KOWOVIKOV cLotUdtov vroompiéne (m.y.
Kowotteg avBpOmmv mov epovtilovy acbevny pe v o wiOnon, péAn exkinoiog)

mov gtvar dtaB€otpog Yo tov achevn
Ot owkoyevelakég adieg Ko TemoOnoelg yio tnv vysia Kot v achévelo
O ToMTIGHIKES Ko OpnoKeLTIKEG TEMOONGELG

To oavortvélokd ot1ddlo Tov acbevodg kot TG owoyévelng. Ot TumOTOMUEVESG
eKTOOEVTIKEG HEBodOL evoéyetan va unv eival amotedeopatikéc. Ot xpoviol TaoyovVTEG
Kol Ol 0IKOYEVELEG TOVG Ba Tpémet va £xouv ) duvatdtnTa Vo emAEEovy ehevbepa Tig
ouddeg avtofondetag kabmg kol Tov TPOTO AAANAETOPACE®Y TOVS UE TOVG acbeveig

oL TaoyovV amd Tt 1010 voon ua.50

4.10 Evouvanmon OlKOYEVELDY

O1 mpoceyyioelg yio T Pondeto T@V ATOU®V Kol TV OIKOYEVEIDV, OGTE VO, avaAdfovv
evePYO pOAO GTNV VYEIOVOUIKN TOVG TTEPIBaAYT, TPETEL VO EGTIAGOVY GTNV EVOLVAUM®GT| Topd

otV mapoyn Pondetog (Chinn, 2008).

Edv o1 owoyéveieg dev Bempovv pia Katdotaon g TpoPAnua, n tposeopd mepiBoiyng
umopel va mpokaArécel dvoapéokela. Emiong pmopel va €xel apvntikéc cuvémeleg av dev

VILAPYEL P10l AVTIGTOLYIO LETOED OTOV TTOV OVOUEVETOL KO OVTOVD TTOV TPOGPEPETOL.
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H omotvuyio vOC VOoNAELTA VO avayVOPICEL TIC IKOVOTNTES WOC OIKOYEVELNC KOl V.

Kabopiocet Evov gvepyd poAo YU owTNV Umopel vo 0dNynosl otnv eEGptTnon Kot otnv EAAEIYN

e avamtvénc.

4.10.1 Oikoyéverec, EVEPYOL COUUETOYOL

I"a va yivouv ot owkoyéveleg evepyol cuppéToyot Ba Tpémet va £xovv :
- Muw aicBnon g TpocomKng tKavoTTag
- Kot o mpoBopia va Adfovv pétpa

Ot opwopol g evovvapmong ometkoviCovy Ta akdAovbo 3 YoPaKINPIOTIKE Uiag

OLKOYEVELNG TTOVL EMOIDKEL fonBeta
[Ip6cPaon kot EAeyyog avaykaimv Topwv
AvvotdtnTeG AYNG amoQAce®V Kat nilvong tpofAnudtmv
AvvaTdTTo Vo ETIKOTVOVOUY Kot VoL ABAvVouY Tovg avaykaiovg Tépovg

To tehevtaio avagEpetal 6To YEYOVOg OTL Ol OIKOYEVELEG UTOPOVV Vo pdbovv g va

Kévouv ta eENG
va poacotopilovv Tig Tnyég Pondetag

vo épfovy 6€ ETOEN UE TIC VINPEGIEC TPOKEEVOD VA VITOPAALOVY Kpioueg / KPITIKEG

EPOTNCELG
VoL O10TTPAYLOTEVTOVV LE TIC VANPEGIES Y10l VO, IKOVOTTOINHoUV 01 OIKOYEVELNKES OVAYKES

‘Etor xataeépvouv évag acbevig, pio otkoyévelwn, €vag opyoviouoc vo mhpovv Tov
éleyyo g {ong Toug.
[Ma va avtipetonicovy amotelecpatikd v actévela OAot o1 acheveic Kol o1 PPOVTIOTES

Tovg ypetdlovtan :
o) Baouég watpikéc mAnpogopieg oyetikd pe v actévela kot t Ogpomeio tng

B) Baoikég WyuyoAoyikég TANPOPOPIES GYETIKG LE TOVG UNYOVIGHOVG TTOV GUVIEOVTOL LLE

™ VOGO Kol YuYoLOYIKEG OEEIOTNTEG TTOV EIVOL OTAPOLTNTES Y10 TV AVIIUETAOTICT TNG.

39



Oa mpémel va dnpiovpyndovv cepvapla. Ta cepvdplo yoyo-ekmaidevons £xovv oKomo

va wopEyovy PBacikn exmaidevon Kot amdkTnon 0eSlotNTeV OTeg !
- Kivntpa
- avtomeBapyia
- avtodvvapio
- OVTOYI OTO OTPEG
- ouotodoiao

. . 50
- 0o TEg emKovaviog

4.10.2 Exfaceic evovvauwonc

O1 exBaoeig g evovvaumong (Koelen & Linstrom, 2005):

BeT1KOG aVTOGERAGHOG

dvvatdtnTa va teBovv Ko va emtevyfodv otdyot

- pa aicBnon eréyyov g Long kot ™G dadtkaciog aAAOyNG

pa aicOnon eAmidag yio 1o péAlov

4.10.3 Noonievtikny mopéufacn mwov EVEMUATOVEL TIC OPYEC EVODVAUMONS CTHY

0IK0YEVELa

Koatapynv kaAdmtet 116 akOA0V0EC OmoLTnOEL
- KatevBbvetar mpog v 01kodOUN oM TV VOGAELTMOV — OTKOYEVELDV.
- Yrmoypoappiler m peimon kvohvou vyeiog Kot tnv Tpooywyn vyeiog.

- H mpocéyyion 1ov voonAevt oty otkoyéveln mpémet vo eivol BeTiKN Kot €GTIOGUEV
OTIG IKAVOTNTEG TNG OIKOYEVELNG Kot Oyl 6To TPpOoPANaTa 1 6T EAAEILpOTE TNC.
- Ot mopepPacelc mpémel va eival GOUEMOVES LLE TOLG OIKOYEVELONKOVS TOAMTIGTIKOVG

KOVOVEG KO TNV OIKOYEVELOKT] AVTIANYT 6TO TPOPAN L.

- O voonkevtg dev mpémetl va AapPavel amo@doelg yu v owkoyévelo. [lpémel va v

vrootpilel 610 Vo amo@acilel, Vo AmOKTNGEL AVTO — EKTIUNGCT LE TNV OVOYVOPIOT KOL TN
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YPNOUOTOINGT TOV OIKOYEVEWK®OV duvapemv Kot Tov diktowv vroompiéne (IT.E.X.ITA,
Eurodis Orphanet).

Ot mapepPacelg mov Tpowhovv TV emBuUNTY| OIKOYEVELNKT] GUUTEPLPOPE LLELDOVOLY TNV
avaykn vy eEotepikn Pondeia kKot ot otkoyéveleg avtipetomiloviol oG evepyd aprddles va

EMPEPOVY TIG EMOLUNTEG AALYEC.

H ovvepyaocia peta&d voonievtn kor owkoyévewng mpémer va yapoktnpiletor oamod

r , , 51
ovvevvONo” Kot Ko u0ovn.

4.11 OWKOYEVELOKN VOGNAEVTIKI] GTIV KOWOTNTO

210 olOyypovo CLGTNUO VYEWOVOUIKNG mepiBaiyng, ot owoyéveleg eivol onpavtikol
TAPAYOVTEG TOV OHAS®MV VYEWOVOUKNG PPovTidag, dedopuévou 0Tt givar mavia 1 mwapodoo
dvvaun Kotd ™ obpkela e epovtidac. Ot otkoyéveleg etvat mo appddleg omd moté yo TV

gvioyvon g epovtidag vyeiag TV APPMOOTOV LEADY TOVG.
Ot voonievtég givor appdotot yu :
- Na Bonfodv tig otkoyéveleg va Tpo@LAGGGOVY TNV VYEIN TOVG.
- No evtomilovv TIg aVAYKES TOV OIKOYEVELDV.

- No avtipetonioov 1o mpofAnuato vyeioag péoa o610 TAAIGIO NG VTAPYOLGOG

OIKOYEVELOKNG OOUNG KO TV KOWVOTIKOV TOPM®V.
r 14 4 7 r 52
- Na cuvepydalovTot pe TIG OIKOYEVELES Y1t VoL AvOTTTUEOVV PN OLUES TaPERPACELS

Apxketol yovelg amopacilovv vo mynBovv kot va €xovv tov €heyyo ¢ CoNg TOL
a00gvoig, LEAOVG TNG OIKOYEVELNG, Kot TNG O1KNG Toug. Otav 1 Kovevikn vooTtnpiEn Kabmg
Kot 1 yoyohoyikn elvar apeintéa 10te acbeveig 1 Kot yoveic achevov onpovpyodv 1o dkd

TOVG 0PYAVIGUO, TAPEXOVTOS GE GALOVG aGOEVEIS Kl O1KOYEVELEC TANPOPOPIES
- Y10 TNV TEPLYPAPN TNG VOGOV
- OV UTOPOVV Vo, BPouV £EEIOIKELILEVOVG 10TPOVG
- OV UTOPOVV VO BPOLV KAAG TANPOPOPTLEVOVG KOIVMVIKOVS AELTOVPYONS
- T OIKOUMUOTA TOV AcHeEVOV
- TPOCPaOT GE KOWWOVIKEG opd88g53
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& aTopKO emimedo pio pntépa pmopel va -
- VO KOTOYPAQEL TO, GUUTTOUOTO KO pepvaL
- VOl EMKOWVOVEL LE TOVS Y1TPOVS 6€ OAO TOV KOGHO UEXPL VA BPEL OTAVTNGELG

- VO QEPVEL GE EMOPY| TOVGS YLOTPOVS DGTE VO, cuvePYALovTal, apov 01 GTAVIEG 0GOEVELES

Sev eivan yvmoTéc, &yovtag to dedopéva e pmtépoc.>

4,12 YvuPovlric amd acsveic pe owaviec nadNcGelc

I'vopilovtag 6Tt ot 1tpkég yvdoelg eivar elmeilg, ot {dot ot acBeveig pe RDs

YVOGTOTOL0VV TOGO G€ AAALOVS 0GOEVEIG OGO KOl GTOVG PPOVTICTES TPOTOVG

4.12.1 Avruerdmions ocwv_oupiofnrovy_tny_acbiveid cag (O onavies madnocseig

givol Ko a0paTeS)

- va. giote ovvropol, Eekabapotr kot va €xete avtomenoibnon (dev yperdleTon va

OOAOYEIOTE)
- un kAoviCeoBe
- Bahite opta. (m.y. TO10VG OEAETE VAL GUVOVOCTPEPECTE)
- amaAdoyOeite omd v evoyn

. Bpeite wo opédo VIOSTHPENG

4.12.2 Xtnpiln kdmo1ov mov Cel UE IVOUVDAAYIO 1 ¥POVIO TOVO

- Evnuepwbeire!

- Mn amoyonteveote 6tav 0 acHevig aKLPOVEL GYESLD TTOV ETYATE KAVEL.
- Amayopegvetat o oiktoc!

- No tpoceépete Pfondeta.

- No axobte Tov acBevn).

- Mnv «Katastpo@oAoyeite» oyeTikd pe TNV acHEvela.

42



- No gilote gvaichnrtot Kot VIOGTNPIKTIKOL.
- No mpocéyete 1oV €00TO GOG.

- Na giote Ogtircol.”®

T can"t take wyvour pa

but I will stand besi

F ac

Pass it on'!

4.12.3 Xeipioumy coyyevmy mov 0Ly KoTtavoovy Ty ypovia ndlnecn cag

- Ocot dev Béhovv va avayvopicovv TNV KOTAGTOGN COC, PPOVIIOTE Vo, UnV EYETE

emkowvovia poli toug
- Mn {ntate and avtovg onowadnmote Ponbela 6e OTL apOpd TV VYEIX GOG.
- Otov 60¢ pOTAVE «TMG Elo00L;» amavTHoTE KKOAG» (£T01 KL OAM®MG deV EVOLAPEPOVTAL).

[Ipéner Opwe va. Boudore :

- Ot avBpwmot dev givar Kaxoi ex yevetng, amhd aAlot Kataiapaivouv kot dAAot Oyl
- Ot avBpomor aAralovv.

- T va 6ag ayamoouy ot GALOL TPETEL TPATO VO ALY GETE TOV EAVTO GOG.

- Mn ydvete v eAmida.

, . . , 55
- Agv mpoopilovtar 6Aot va givar otn {on cog.

4.13 lotpoi kol «Epumerpor acOsveic» cvunayol evavtia 6tnyv acdivelo
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Mio and T1g terevtaieg aAlayéC mov TPokalel €vtovo mPoPANUATIGHO, kabmG Kot

EMPLVAOKTIKOTNTA GTOV 1ATPIKO KOGHO £ivol 0 VEOS pOLOS TOV GVYYPOVOL 0cOeVN.

Ta mpofAnuata Kot ot SVoKOAES TOL VPIGTAVTOL GTOV TOUEN TG VYElNG 6 cuvdvacUd
LE TOL TEYVOAOYIKA HEGO 0ONyNoaV 0T «yEvvnomn» evog vEou €id0vg acBevols 6Tov «EUTELPO
acbev)» yvootd kou ¢  e-patient. O omoiog ofjuepo gival mO EVNUEPOUEVOS, TLO
EVEPYOTOMUEVOG, TO ETIKOWVOVINKOS 0Pl KOl O OLVOIKOS, (OOTE Vo Umopel TALovV va

GUUUETEYEL OVCLACTIKA Kot VoL GUUPAAEL evepyd o€ BEpata Tov apopohv TNV vyeio TOLG.

[Ma va tovg d00el dpmg ydpog kot Prpna Bo Tpémet 1660 M 1WTPIKY KOwOTNTA OGO Kot Ot

10101 01 TAGYOVTES VAL ATOAANYOOVV OO TOYIOUEVES AVTIANYELG OTMOG Y10l TAPASELY LA

OTL ot yrTpol yvopilovy o TAvVTo Kol GUVETMG 01 achevelg dev Exovv va TpocBicovy

Kbt

va amodeyBobv T N cvppayio Kot 1 GAANAOGVUTANP®ON gival To. KOAOTEPA «OTACLY

evlvtio o€ KaOe exBpo

Avapeiofnmra, ot wtpoi kot ot emayyelpotieg vyeiog eivatl ekeivol Tov Katéyovv v
EMGTNLOVIKT YVOOT], Kol Kavelg dev pmopel kot dgv Tpémnet vo, Tovg vokatactost. [lap’ ola
aLTA OLMG OVOOVLE Lo, ETOYN OTOL TO JLUdIKTLO, HE HGOVG KIVOUVOULG Kol oV aVTO KPVPEL,
€dv ypnowonoteital cwotd, divel 6TO ¥PNOTN UL LEYEAN «OUVAUN», QLT TNG EVNUEPOONG.
Evnuépmon mov givor amotelespatikny ot paym pe m voco. H avéykn evog acBevoig 1 evog
QPOVTICTN Y10 TEPAUTEP® EPELVA YOP® ATO OAES TIC OEPATELTIKES SOLVOTOTNTES AVE TOV KOGLO
Kot apa to dwaiopo otnv €mAoyn, €ival k4Tt mov dev pmopel va ovtipetomileTor and

Kavévay pe copkacud kot amasioon.

Oocov agopd t1c omavieg madnoelg 1 VTOPEN ALOIKTLOK®V KOWOTNTOV acHevdv OTmg
to Rare Connect onpovpyndnke yu vo pmopodv ot «Gmiviows ochevels va oviaAldcovy
TAnNpoeopieg kol va PpiocKOLV OmMOVINGES G EPOTHUOTO OV EVOEYOUEVOS Ol YlATPOi
advvaToLy v dmcovy. [V avtd dSVoKOAEDETOL KOVEIS VO AUEIGPNTACEL TN XPNON OALA KoL TN

YPNOUOTNTA rovg.57

4.13.1 Xvufoviéc yia Tovg aclsveic i TAGS VO GVVEPYALEGTE UMOTELECUATIKA LE TOVG

YWTPOVS 0GOS

1. Qeowpeiote O6TL N WWTPOPUPUAKEVTIKY TTEPIBOAYT TPETEL VO OMOTEAEL oL GLVEPYACI

avapeca 6tovg achevel, GTOVE 01KEIOVE TOVE KOl GTOVG YIOTPOVG.
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2. Noa tpépete apopaio oefoacud o €vag yuo T GLVEIGPOPE Tov AAAov. O YlaTpdS oag

YVopilel TV emOTAUN 0AAG Kot EGEIC TOV £00VTO GOLC.

3. AvaAdfete tnv €060VN Yoo TV LYEIX GG © 1 LWTPOPAPUAKEVTIKY Ay®Y| OV Elvan Grop

oV TapakoAoVBEic oV Beatng, ypetdleTon GLUUETOYN.

4. Tlpogtopaocteite Tpv and TV EMIOKEYN 60¢ 6TOV Yitpd (m.y. KAvie Aloto pe oca

0élete vo p@TNHOETE).
5. Karavoeiote 611 0ev €ioTe 0 HOVAOIKOC 0l0OEVIG Kat N ototaAdte TO YpSVO TOV.

6. Emkowwvinote. EGv o yutpdg cag dev pmopel gite va pikdel gite vo axovel, Ppeite
Kkémolov mov umopel va cvvepyaotel. Eqv dev vmhpyel koA emkowwvia, £ogic glote

avtdg Tov Bo (nuwbel TteprocdTEpO.
7. Kpamote avtiypaga.
8. Mnv anouteite e€gtdoeig 1) Oepamneieg, animg cvlintote 1o Bépa poli tov.
9. AvoiaBete v evBOvVT Yoo TNV KOAY GOG KATAOTOOT. Meivete og emaon.

10. ®povriote o oYOAME GOC 0TV oUdda Vo givatl ETokodounTIKG TG0 T OETIKd OGO Kot
TO APVNTIKA. AKOVGTE QUTA OV £YOLV VA GOG TOLV Kot dgxDeite Ta oYOMa Yo Gag.

Av10 Ba meL cuvepyacio.

11. TIpocoym otV avalTnon TANPOPOPLOY Ao TO SLOOIKTLO.

O E- Patient Dave wpoteivet :

EVOLVOLLMDOTE LOG

EVEPYOTOMNOTE LLOG

EKTTOOEVOTE LOIG

evBappOVeTE pog

r r 4 /4 r 14 58
v vo toAéyoovpe pali, cov ooppayot, Tov koo £x0pd pog, v achéveta.

4.14 Ow polor voonievtn o€ acOsveic ne RDS

Tovg péAoLG 0V TOVG HTOPOLV VoL TOVS AvVaAAPOLY Ot emayyeEALaTiES Lyeiag Kot dwaitepa

01 VOGNAELTEG.
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4.14.1 O voonievtnc mc EKTAIOEVTHS

H omovdaidtnta 100 pOAoL TOL VOGNAELT MG EKTAOELTH TOL ACHEVOVG QaiveTon
dlpKac, mapéxetor otov actevi) Tov voonAedeton Kot Tpdkelton va whpel e€1tnplo and to
VOGoKopelo 1 amd 10 KEVTIPO amokatdoTaons kot vo petafel oty owkela tov. H xat’ olkov
epovtido onuoaivel OTL o LEAN NG OWKOYEVELNG OV GULUUETEXOLV GTNV PpovTida Tov Ha
npénet va. givor o Béon va emrehécovv deEotteg. To oxédo €£6dov 1oL 0GOEVOVG
TEPAAPPAvEL TNYEC TOPATOUTDOV, KOWOTIKOVG KOl TPOCSHOTIKOVS TOPOVS KoODS Kot
otevbéton Tov amapoaitnTov e£OMAMGHOV Kol TV Tpoundeldv ota mAaiclo TG KaT' oikov

opovtidac. [V avtd o pOAOG TOV VOGNAELTY GTNV EKTTOLOEVOT| VO TPOTAPYIKOC.

Yto  yopaktnplotikd tov  Noonievt ekmodevty  ocvumeptlopfdvovior 1

EVEPYNTIKOTNTO, 1 0140€0T, O1 YVMOOELS, 1) LTOKOVN, 1| EvocOnTomoino.
O voomnAievtig TapEyEl EMUOPOOO :
HETOO10EL 10€€G, oTOTYELN, IKOVOTNTESG

SWHOPPDOVEL TN YVOGT, TN VooTpoTia, Tig a&ieg, TIC TEMOONGELS, TIG CLUTEPIPOPES Kot

TIG GLVNOELEC TOV ATOUMV, OIKOYEVELDY, GUGTNUATOV KOl IKOVOTNTWV

O péBodot ddackariog pmopet va gtvor :

ot OloAEEELS
- 1M atopkn dwacKaAio

- 1 xpnon twv MME (tdmog, padidgpwvo)

TO OTTTIKOOKOVGTIKA LEGH

9

1 PO NAEKTPOVIKGY VTOAOYIGTAV’

4.14.2 O voonAisvoTic wS ooviiyopoc

O voonAevTtig MG LTOGTNPIKTHG KOl GLUTAPACTATNG O TPpowBNCEL Evepyd TO diKaimpa

0V 060evovg 6TV avtovopio Kot 6Ty AeVBepn EmAOYT.

Oa pnoet ek pépovg tovg acbevoivg, Ba pecolafnoet peta&d ovtod Kol GAAW®V

TPocOTOV Kot 0o Tpootatedoel To dikaimpd tov yio avtodiddeon (Ellis & Harley, 2007).
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Ot 61601 TOL VOGNAELTY] ®OC GLVNYOPOL Eivar Va :

EKTILA TNV OVAYKT] TOL Y10 VTOGTNPIEN

EMKOWMVEL e TOL LTOAOUTA LEAN TNG LALTPOVOGTAEVTIKNG OULADOG

BonBa ko va otnpilet tov acBevi ot Ay ano@dcemv

Aertovpyel KOTaAVTIKA Y10 0ALOYEC GTO GUGTNHO TOPOYNG PPOVTIONS VYElng

H memoibnon mov mpémetr va €xel : O kaBe acOevng £xel dkaimpa va emAEYEL AVAUESH

011 owbéotpeg Bepameieg apod Tov 600l N KATAAANAN T[M’]pO(P(')pT]GT].ao

4.14.3 O voonisvtnc wc Kabodnyntnc

OLot o1 voonrevtég mpémel va kaBodnyohv tovg acheveic. v mepintwon TV achevov
pe RDs Ba mpénet vo kaBodnyncovv tovg acBeveic 1 TOUG PPOVTIOTEG TOVS GTO Vo AdBovv
gykvpn TANPOPOPNON N VO TOVG TOPOUTEUYOVV GE EWIKEVUEVO TPOcOTIKO  (1otpovc,

YLYOAOYOLE, KOWVMOVIKODE AEITOVLPYOVG).

H oot mAnpopdpnon Kot n yvaoon divouv 1 duvatodtnta 6Tovg acheveig vo omokTovy
ToV éAEYY0 NG KOTAoTAoNG tovg. H evduvdumon ko n entyvoorn g mdbnong tovg Oa

BonOncovv va Tpoympnoel pe TEPGGOTEPT omtonanoiencmao.

4.14.4 O voonievtic wc cOufovioc

Avalnté minpoopieg Kot Tapdysl AVGES TPOS EMMAOYN GE GLYKEKPLUEVO TPOPANLLOTOL.
H xowomta, t0 cvotnUe, 1 oKoyEveld 1| TO ATOHO amo@acilel Kol Opo GOUPOVO LE TNV

EMA0YT] TOL TAPLALEL KAADTEPQ GTIC TEPLOTACELG.

4.14.5 NoonAisvtikny Kol cOVEPYATIA

O voonievtng Odeopedel dVO M WEPLGGOTEPA ATOHO T OPYOVAOGELS Yo TNV
TPOYLOTOTOINGT EVOG KOWWOL GTOYOV.

[Tapdyetl ko avorTTOCGEL GLUUOYIES, LETOED OPYAVICU®V 1) TOV avOpOTOV Y10 £V KOO
otoyo. Xrtiler deopovg, Advel mpoPfAnuato kot 1 evioyOeL TNV TOMKN Myecio ota Oépata

vyelog.
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4.14.6 Xpnon Kotvovikng O100UIoHS

O voonievtng ypnowomolel EUMOPIKEG OLPNUICTIKES OpPYES KOl TEXVOAOYIES Yo
TpoypappaTa €Tl Mote vo Pedtiobel  yvoon, ol vootpomies, ot aiec, ol memoBNGELS, Ot

GLUTEPLPOPES KAt 01 LV BELES TOV TANOLGLOY.

4.14.7 AvarToén moMTiknyc

Awpopoaver £va oyédo emidvong kot kabopilel toug avaykaiovg mdpovs. H avémruén

TOMTIKNG 00NYEL GE VOLOVGS, KOVOVEG KOl pueuicatg.al

4.15 Yrootnpién 060svov arxd GuArLoyove

-IIEXZITA mopéyet 0mpedv WYuyoloyikn VTosTHPIEN 6TOVG 0GOEVEIC Kot 0TI OIKOYEVELEG
TOVG pe okomo va fondnoet va punv vidBovv pdvot kor affondntot, epyOUEVOL AVTILETOTOL UE
Kamoto, omavia Tabnon (Sobéoiun MAEPOVIKY YPOUUn YOXOAOYIKNG VITOOTNPIENG, OTOUIKES
oLVEDPIES, OUADES YLYOAOYIKNG VITOGTNPIENG — aMn?»oBoﬁOswg)g

-Mn kvBepvnTiKég — PN KEPOOOKOTIKEG 0PYUVAGELS oTNPIENS 060evVAOV Kol TOV

OLKOYEVELMV TOVG
(Xpfiowot 6OVSEsHOL Yia Tov oAt amd To Site Tov Yrovpyeiov Yyeioc)®
- Apaosig ovrihoymv 2013 / 2014
ToAhoyor Acbevav EALGSoc
- Rare Connect A Eurodis Initiative
EbYpeon kowomntog 1 pag opddog yio culnnon pe 6komd v vmosTpien
‘Evtaén oe po koot ta 1) o€ pa culntnon
Motpaocteite TV 16T0pia GOG 1) KAVTE EPOTNOELG
['vopioBeite alld Kou cvvoebeite pali Toug

Apopd acBeveig pe RDs, tic owoyéveléc toug N1 ko opyovaocels acBevav. ‘Eyovv
onuovpyndet kowdmreg on line. Tlapéyetor o OAOKANPOUEVY VLANPEGIO HNYOVIKNAG
LETAPPOAONG £T61 MOTE VA €EAGPAMGTEL 1) TOOTNTA TG EMKOVOVING

r ’ , I r 2
- Yrdpyet Moto kowothtov ondviev acdevetdv?
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5. Baocwkéc minpogopics yro 10 owavieg madnoeig

XOoppova pe ta oxédwa epyaciag e Ievikng Atevbovong Yyelog kon Ilpootaciag twv
Kotavarotov (SANCO) 610 mAaiclo epapuoyng Tov Tpoypauuatos yio ) Anuocto Yyeia,
kabopiokay ot kaTwdL Pacikég ypoppés Opacng Yy TNV OVIUETOMION TOV CTAVIOV

nadncemV.

- H mopoyn vrootpiéng oe diktva TANpoeOpNoNGS yia TiG omavies achéveleg, Kabmg Kot

YL TNV avAmTuEN PEATIOTOV TPOKTIKMOV

- H dnpovpyia pog evpomaikng cupfovAientikng doung, g e01KNG opdoag epyaciog
OYETIKG [LE TIC OTLAVIEG ac0EVELES (1) 0ol ETIKOVPEITAL OO L0l ETIGTNHOVIKY] YPOUUATEIR) ©G

EVPOTAIKO onueio avaopds ,yio TNV aviaAlayn BEATIOTOV TPAKTIKOV.
- O cvVTOVIGUOG TV dPAGE®V TOV TPOYPAULATOS Yo TN Anpdcio Yyeia

H EAMGda ovppetéyel oto mpdypoppa Joint Action (Kowng APAXHY) tov ORPHANET
péow tov KEEATINO (Kévtpo EXéyyov kot ITpoAnyne Noonudtwv).

Aec0g 6K0mOG TOV TPOYPAUUATOS ivorl 1] TANPOPOPTON KoL 1] SLOPKNG EVIUEPOGT] TOV
TEPLEYOUEVOD TNG EYKLKAOTOUOEWG TV OTAVIoV VOGmV KOODG Kol 0 EUTAOVTIGHOG WE

GUUTTOUATOAOYIO T®V VOGOV.
Ot ovvdeopot mov mapabéter to KEEATINO givon :
- ORPHANET (Evponaikn Awdiktvokn Toin yio RD)
- MEZITA (ITaverAivio'Evoon Zrnaviev [adncewv)
- EURORDIS (European Organization for Rare Disease)
- YT'EIA - EE (IToAn EE yia ™ Anpodoia Yyeia)
- EMEA (European Medicines Agency / Evponaikoc Opyoviepog Pappaxmy)
- NIH (National Institutes of Health)
- NORD (National Organization Rare Diseases)

- E —Rare 2 (Evpondaikdé Epgovntiké [Ipoypappa yio to ondavia voorjuata, 2010-2014)
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>mv ABnva to 2008, oe o mpoomdbeia dnuovpyiag EOvikng Xtpatnywng yuoo v
OMGTIKT] TPOGEYYION TOV CTAVIOV TAHNGE®V Kol 6TO TANIGIO GUIUETOYNG TNG YDPOS LOG GTO
EUROPLAN (www.europlanproject.eu) exmoviOnke EOvicd Zyédo Apdong yuo Ti¢ Zmavieg
[Mabnoeig (2008-2012).

O1 oTpatnyIKEG TPOTEPAUOTNTES Opopovoay 6 AEoveg :

l. "Eykaipn Adyvoon

Il. O¢pamneia

Il [Ipovowr

V. ‘Epgvva

V. Exnaidevon — Apbon 1: BeAtioon ™me
[Tinpoedpnong kot g yvoong AcBevov Kot
2VYYEVOV TOVG
— Apbon 2 : Exmaidevon Enayyelpotiov
Yyetog yio Axpiéotepn ko Tayvtepn AloyveoTikn
Ategpebvnon Ko Koivtepn OepamevTiK
AvtipeTOmon

VI. Avantuéng otpatnykng mov Paciletar omnv Etaipwn Xyéon

Ot RDs yapaktmpilovtor amd younin cvyvotnta eUEAvVIoNS Kol PEYAAN €TEPOYEVELQ.
v mieoyneia Toug eivor yeveTikng @Ooews aoBéveleg, coumepthappavopévev, petald
GAl®V, oLYYEVOV SLOTANCIOV, OTAVIOV HOPEAOV ToudKoy kKopkivov kabmg Kot
OLUATOAOYIKADV,  OUTOAVOC®V,  OEPUOTOAOYIK®MV,  EVOOKPIVOAOYIK®V,  KOPOLOAOYIK®V,
OVOTVEVOTIK®V,  YOOTPEVIEPIKAOV,  UETOPOAKADOV,  VELPOAOYIKAOV  KOL  VELPOULIK®V,

0pBOTES KDV Kt 0QOUALOAOYIKOV VOCT|LATOV.

Angelman Syndrome Cerebral Palsy

Chiari Malformations Duchenne Muscular Dystrophy

Ehler-Danslo Syndrome Erythema Multiforme Hemophilia

Hydrocephalus Hypoplastic Left Heart Syndrome
Juvenile Arthritis MECP2 Duplication Syndrome
Rett Syndrome Platelet Storage Pool Defect
Sickle Cell Disease Russell Silver Syndrome

Spina Bifida WAGR Syndrome/1 1p Deletion Syndrome
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TI IIPEIIEI NA I'NQPIZQ T'lA -

Yvovopouo Guillain-Barré

ORPHA2103
Yuvvovopo (o) GBS
ovvdpopo Guillain-Barré-Strohl
Emkpatnon 1-9/100 000
Kinpovopkétyra [ToAvyovidiokn| /
TOAVTOPOYOVTIKT
Hlkia évapéng Oleg o1 nhkieg

OPPANA PAPMAKA
Substances
4-aminopyridine

Fampridine

Tradenames
ENDOBULINE
FLEBOGAMMA DIF
GAMMAGARD
KIOVIG
OCTAGAM
PRIVIGEN
SANDOGLOBULINE
TEGELINE
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orphanet

.1 ZuvOpopo Guillain-Barré

ApiBuéc Ophanet ORPHA2103

NEPIAHWH

TivGpopo Guillain-Bameé (GBS) eivm £vac Opoc TIOU XpnOUOTINETG Vi va TEpypOpa &va
pdoya omoviwy PETO-hoipwdin vEupoTraBenay, Tou eppavifovial ouvnBwe OF Kand To dAha
uyieic aofevele. To GBS mopoumalao wANIKN ETEpOyEVEID km TEmAauBavel Ty ofcia
pheypovwdn  amopuveAvwrikn  ToiumdoveupomaBea (AIDP), v ofda  kwvnmer) afoviern
veupomadeia (AMAN) km v offia knmmEG-@oSnmEn afovikl veupomabaa (AMSAMN), To
oinvGpopo Miller-Fisher (MFS; AgiTe autolic TOUC GPOUC) KOl KATOIEC AAKEC TOMEEC TIOpAMATYEC.
H ouvolen emma emmmwaon Tou GBS kupaiverm pevafld 1/91.000 km 1/55.000. Env Euplumm
wal Ty Bope Apepikn, i AIDP sivan n mo ouxvn popga Tou GBS (ovTimpoonTeDEl TIEITTIOU To
90% Tuw TEPITITIATEWY) Ka 1701 0 Opog GBS o yeviKEC ypOppES Sival cuvuvupog Tou AIDP omig
Bumikeg ywpec. O afovIKES POpQEC ONTITPOOWITEDOUY PoMC To 3-5% Twv TEQIMTWIEWY OTIC
GUMIKEC ¥upes, ahhd eivan Trokd ™o owxvés (30% -50% Twv eEpImTWoEwy GBS) atnv Adia km T
Suamvikn ApEpKR. IV TTASIOVOTITO TWY TREDITITUMTELRY, [ia ADipwEn mponyemm mc &vaping mc
afuvauioc Twy dkpuww, PE TV Aoipwen amd Campylobacter jejuni va mpooBiopieTal W To ™o
ouxvd  apyko cuppav. To GBS &m emong ovopepdei peTd amd  Epfolaopd n peTd amo
JEpOUpYIKn EmEpBoon. H Sepameia amoteAsmor amo TV dueor evbogAEBia  xopryTiom
avocoopmpivrs (I'Vlg) n mhoopapapeon (PE). H puokoBepateia kKai n amokaraoTeoT sva
EMONG ONUavTKES. H Mpdyviar TokiAALl avdhoya Qe TN poper Tou GBS ko KupaivETm Omd
TAADN OMoKOTAOTOON TWW OoBEVUV, OF EXEvVOUC Trou Gev pmmopodv wa TTEPTIOT oWy 6 URVEC
PETA TV Evapin mC vOOou Km OF OoBEVEC OTOUC omoious N vooog Exe Bovamedpa fxfaon.

EibIKOg EYTIEIDOY VDN
o PrPieter VAN DOORN
Merappaorn — Empeleia:
o Koopd Kuvorovtiva, MD. Kinakn Feveniorpia

o EhEvn Mixehakdrn, PhD. EBvier) ZuvwrovioTpia Tou EAAvkol Omphanet

Tehzuraia evnpEpuoorn: AeképBpiog 2009
Merappaon: Maiog 2014

@)  Bpeite mepoodTEpEC MANPORORiEC OXETIKG e TNV 0oBéveln oTo www omha net 1

Epngipoyvampovag KPITIKOG (S)
Pr PA [Pieter] VAN DOORN
TeAeuTaia evnuépwon: AekEuBpioc 2009

LYAAOI'OX MYAYXOENON EAAAAOX (www.myastenia.gr)
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TI IIPEIIEI NA I'NQPIZQ T'lA -

Nevpoivondatmon Torov 1

ORPHAG36
Yuvvovopo (o) NF1

voco Von Recklinghausen
Emkpatnon 1-5/10 000
Kinpovopmkotnra QVTOCOUATIKO Kupiopyo
Hlxia évapéng Bpepun nAwio

Neoyva

OPOANA ®APMAKA: 0

ITEPIAHYH

Nevpoivopdtoon tomov 1 (NF1) eivor kAMvikd €Tepoyevic, VELPOOEPUOTIKY YEVETIKY|
dwatapoyn mov yapoaktpiletor anod café-au-lait kniideg, olidwa Lisch, pacyoioio kot
BovPovikég paxideg, Kol VELPIVOUATA.

Empdtnon eépetan va. givor 1 / 3.000 yevvnoeic. NF1 éxer avapepOel oe moAlég eBvikég
ouaodeg kot emnpedlel dvopeg kat yuvaikeg e€icov.

Ta KAvikd yopoktnplotikd sivor eEoupetikd PeTafAntd, akOun kot €viog G 10106
owoyévelng. [TolMamiég café-au-lait kniideg mov Ppébnkav oxeddv oe dGAoVG TOLG aGOeVEig
(opropévol xotd T yévwmon kot mo 7P amd To mpdTo £10¢).H avomtdén
TOPOTPIUUATIKO® QoKkidwv apyiler amd 5 etmv. [IoAamAd deppatikd Kot vwoddplo
VELPIVOUOTA OVOTTOGGOVTOL G EVNAMKEG. e MAKIopEvovg acBeveic, ocvveyilovv va
avédvovtar o aplBpud  kor  péyeboc. Agppoatikd - vevpvopato  dgv  yivoviot
kakonBeig. Nevpwvouarta plexiform (av&avopeva katd piKog Tov vevpov kat TV KAAS®V
TOV) EVOEYETAL VO TPOKOAEGOVV TOPOUOPP®GCT], TOVO, KOl AEITOVPYIKA TPOPANLOTO Kot
elval ovvnBwe mapovTa Katd T yévvnon Kot pmopel va yivouv kaxondeig apydtepa o
oM. OpBodpikég ekONADOELS: TEPIMOUPAVOVY OTTTIKA YAOtdMaTe 0600 Kot Tng iptda (Lisch
olidwa). Omtikd yhoiduato, ovartioocoviar cuvibme mpv amd Ty nhikia Tov 6 eTdv Kot
omavio. TPOYWPOLV o1 cvvéyewn. Octeonevia, 06TEOTOPWST), VIEPAVATTLEN TOV 0CTMV,
KOVTO OVAOTNUO, LOKPOKEPUAiR, oKOAImOT, okeAETIKN dvomAacio (cENVOEWNG TTEPLYQ,
OTOVOLMKT) Kol  yevuddpOpworn upmopel va  givolr  mopdvio. AAAG.  YOPAKTNPIGTIKA
nepapfPdvouy v véptact, ayyelonddeio, evookpoviakovs dykovg, Kakorfovg dykov
TePLPEPIK®DY  veVPIKAV eATpOV(MPNST), kot 7meplotaclokd emANTTIKEG KPIGES 1
vopoképaro.H mvevpatikn avdntuén ovvinbog dev emnpedletor cofapd, 0ALL YVOOTIKA
eMelppoto ko pobnotakég dvokoAieg eivor cvyvd (50% -75%). O cuvolikdg kivouvog
Kapkivov givar vynAdtePOC amd to yevikd mAnbvoud (166pio kivovvo 10-12% yio MPNST,
g eni to mieiotov peta&y 20-40 etdv. Avénuévo kivouvo KapKivov Tov HoGTOV TPV TNV
nikia tov 50. Owoyevic omovovAikny ot A kot tunuatikés popeés NFL  €yxouv
neprypaget. To XOvopopo Watson amoterel pépog tov @dopatog NF1.To Zovopopo
vevpoivoudtoon-Noonan givar po taparroyn e NF1 og 99% tov teputtdoemy.

NF1 mpokoleiton oamd  HETOAMAEES OTO  OYKOKOTOOTOATIKO — VELPOPIUTPOUIVIG
1 NF1 yovidiov. Tomikd €xovv kabopiotel Sayvootikd kpitipla, 2 | TEPLOcOTEP Ad TO,
axoéAovba egivar dwyvootikd: mepiocdtepo and 5 café-au-lait kniidec, 2 1| meplocdTEPQL
vevpwvouata 1 évo vevpivopo plexiform, ontikd yroiopa, pakideg, 2 1 tepiocdtepa olidia
Lisch, ovykekpyéveg Ovomiacieg TV 00T®V, ©LYYEVAC @Pp®TOL Pobuod  ue

53



NF1.H payvntikn topoypoeio pmopel vo mpocdlopicel v £KTOCT TOV VELPIVOUATOV
plexiform. Mopiakn yevetikr| e&étaon pmopel va (nOei, aAld elvar og eni 0 mAgioTov
dev ypetdletat.

[Ipoyevvntikn yevetikn Ooki] Yy LYNAOL KvodvVov €YKLUOGUVEG gival  dvvary.
H Aertovpyia g kAnpovopkodttog: gival avtocopotikd kopiapyo. 1 o 2 mepumtmoelg
npokaeitar omd de novo NF1lpetodra&es.

Ewwd kapdrayyetoxés, opBalpuikés, vevporoykég kot ophomedikés ekdnAmoels Ba mpémet
Vo avTIHETOTILoVTAL ad TOVS OVTIGTOLOVS E101KOVC. AEPUOTIKA 1] VTOIOPLO VEVPIVAOLATO,
pmopovv va agarpebodv yeipovpykd. Nevpwvopato plexiform givoar modd mo dbokoro va
BepamevTovy.

Ievikd n mpdyvoon eivar koA, oAdd onuoviiky voonpdtta sivor kowil.H MPNST éyet
yvevikd kaxkn mpdyvoon. Kakonbeio kot ayyelokn voco eival ol mo KOwég aitieg tomv
TPOWPWV BovaTmV.

Epngipoyvampovag KPITIKOG (S)

Pr Eric LEGIUS
TeAeutaia evnuepwon: IouAiog 2014

café-au-lait knAideg

OCidia Lisch

MANEAAHNIOZ ZYAAOIOzZ AZOENQN KAI ®IAQN MAZXONTQN AMNO NEYPOINQMATQZH>»ZQH
ME NF1>»
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TI IIPEIIEI NA I'NQPIZQ T'lA -

Charcot-Marie-Tooth Tomov ac0évelag 1

ORPHA65753

Xuvovopo () Avtocopotikd kopiopyo
amopveAvotikny Charcot-Marie-Tooth
VOGO
CMT1
Charcot-Marie-Tooth vevpondOeia
Tomov 1
KANPOVOLUKT KIVITIKY Kot 01oONTIK)
vevpomdHeio TOmov 1

Emxkpatnon 1-5/10 000
Kinpovopkétnra OLTOCOUATIKO Kupiopyo
Hlxia évaping [Mondwr nhio
TondIKN nAkio
Epnpuci
EvnAikov
OP®ANA ®PAPMAKA
Substances

Ascorbic acid

Fixed-dose combination
of (R-S) baclofen, naltrexone
hydrochloride and D-sorbitol

Sephinl

I[MEPIAHYH

Charcot-Marie-Tooth tomov ™ voécov 1 (CMTL) eivoar po opddo OLTOCOUOTIKOV
KuplopYOV ATOUVEAIVOTIKOV TEPIPEPIKAOV VEVPOTAHEIDV TOV YopakTnpiloviot amd akpoio
advvapio Kot atpoeia, ondAelo aichnong, Tapapope®OcEISoTo OO, Kol APy ToYVLTNTO
AYOYOTNTOG TWV VEVPOV.

O gmmoracpog g CMT1 vroroyiletan va givor peta&d 1/ 7.000 xon 1 /5.000.

Hhia évapéng g CMT1 mowilietl evpémg kot kopaivetot omd ™ Ppe@iki nAtkio £mg v
TETAPTN N TIG EMOUEVES deKaeTies TG Cong. ZvvnBwmg, ot acBeveic yivovtal cuuntopoTicol
HETOED TNG TPOTNG KoL TNG deVTEPTS dekaetiog e (mng. Qo1dc0, 1 TANPNG KAVIKT €1KOVOL
umopet vo eppaviotel apyotepa.H kivikny cofapdtmra sivar petafintm, Kot kopaiverot
amd TOAD NI LOPPT TNG VOGOV, 1 omoia eV avayvmpileTal, £mG ONUAVTIKY advvapio Kot
avikovotnta. Ta wpooPefinuéva dtopo cuvnBOC avarTOGGOLY TEPLPEPIKT advvapia,
OLUUETPIK  atpogio. TV pvodv (kuplog mepoviaiov), kol peimon-amdAew oTo
OVTOVOKAQGTIKG TOV Tévovta. AloOntikd eddeippoto 0éong, kar movog / Oeppoxpacio
ovpPaivovv cuvnBmg ota TOS Ko apydteEpa ot YEpla. Immomodiog pe ceLpodakTLAia
elvar cuyva mopdvta amd v Tondikn nAkio. MetafAnt ockoAiwon pmopel vo avomtuydel
KaTa TN Odpkela TS e Peiog.

CMT1A pmopet va mpokinOei amd onuelokés LeTaAAAEELS.
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H dudyvoon g CMT1 Baciletor 6NV TPo0odevTIKY TEPLUPEPTIKN KIVNTIKY| Kol osOnTnplok
vevponddela, oty TovTTa 0pyng vevpikng ayoyyotntoag (NCV)ota dve daxpoa, kot
Betikd owoyevelakd 10Toptkd. O yevetikdg €leyyog eivar to ypvcod Standard yuwo T
ddyvaon.

I'evetikn cvpPovievtikny cuvictdral.

H Oepameion elvar demotnuoviky kot mepthappdvel ™ ypnon EWIKOV LTOOMUATOV,
opODGELS Y10 TOV 0GTPAYAAO TOV OG0V, SEKAVIKIOL KOl VO PIKA KopoTtodkio( yio Tig o
ocoPapéc MEPTTOOELC), OTMG OMOLTEITOL Y10, TNV KIVNTIKOTNTO. XEPOLPYIKN emépPfacm:yio
cofopéc popeéc wmmonodia, OM®G amorteital, AoKNoN Yot HUIKN €VOLVAU®GT, OGO aLTY|
glval avektn, 0oKNGELS Yo TNV TPOANYT Ppdyvuvons tov AytAleion TEVOVTOC Kol TOKTIKY|
e&étaon tov Toddv Yo Kotakiicels. H epyobBepomeio emkevipdveTol 6TIG GTPATNYIKES Yo
va Pondnoet toug acbeveig otic dpactnprotTeg g Kabnuepwng {ong kot glvar yprioiuo,
€101KA Yo T dropa pe advvopio oto xépt. CMT1L givar apyd mpoodevtikn, ywpic epeavn
oAhoiwon.Ot mepiocdtepol acbeveilg mapapévovy mepumatnTikol o OAn tovg ™ LN Kot
£Youv (o Kavovikn dtapketa {ong.

Epngipoyvampovag KPITIKOG (S)
Dr Davide PAREYSON

Dr Chiara Pisciotta
TeAeutaia evnuépwon: MdpTiog 2016
Ta keipeva Tou TEPIAAUBAVOVTAl OE AUTH TNV ICTOOEAISA TTAPEXOVTAI HOVO YIA EVMEPWTIKOUG OKOTTOUG. To UAIKO gival
O€ KOMia TTEPITITWOT SEV ATTOCKOTIEI VO OVTIKATOOTAOEI TNV ETTAYYEAMATIKN 1ATPIKA QPOVTida a1rd £§eISIKEUPEVO KOl
dev pETrel va xpnoipgotroindsi wg Baon yia didyvwon R Beparreia.O

Charcot-Marie-Tooth Disease
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TI IIPEITEI NA I'NQPIZ1 -

voooc VVon Hippel-Lindau

ORPHA892
Xuvvovopo (o) H owoyevng cerebelloretinal
AYYELOUATOON
Lindau vésov
VHL
ovvdpopo Von Hippel-Lindau
Emkpartnon 1-9/100 000
Kinpovopmkotnra OQVTOCOUATIKO Kupiopyo
Hlxia évapéng Evilikag
OPOANA ®APMAKA
Substances

lobenguane sulfate | 131

I[NEPIAHYH

H voooc Von Hippel-Lindau (VHL), eivar éva owoyevég olOvdpouo mpodidbeonc oe
kapkivoug kot oyetifeton pe por mowidio kokonbmv kot KaAonfdv VEOTAAGUATOV, LE
oVYVOTEPOL  OVTA  TOV  OUEIPANCTPOEOOVS, 1TNG TAPEYKEPOAIdAG, Kabdg Kou TO
QLLOYYEOBAACTOO TOV VOTIO{OV HLELOD, TO KopKivoua Tov veppikdv kuttdpmv (RCC) kot
10 QotoypouokdTTOua. O emmolooudc vroroyiletar otig 1/53.000 kot 1 eto100 GLYVOTTA
vévvnong 1/36.000. Ot avdpeg kot ot yovaikeg mpooParriovton e€icov. H péon niikio katd
dbyvoon eivar 10 260 £€to¢ (svpog: moudikn mlkia - 7n  dekaetio Cowng). To
OLULOYYELOPAOGTAOUATO TOV OUPIPANGTPOELDOVS ElvaL 1 TTO GLYVY| OPYIKN EKONAMOT) TG VOGOU
(moMamdég ko appotepdmievpeg o mepimov 50% twv meputtdoswv). Eivar cuvibmg
OGLUTTOUOTIKA, OAAG PTOPEL VO TPOKOAEGOLY OMOKOAANGY| TOV AUPIPBANGTPOEDOVG, OidN L.
™G OYPOC KNAMOOG, YAODKOUO, Kol OTOAEW TNG Opacng. ALoyyEOPAACTOUATO TOV
KevTpikoh vevpikod cvothipotog (KNX) givar mpdt exkdnimon g vocov oe mepinov 40%
Tov aclevaov kot eppavitovioar cuvolkd oto 60-80% avtodv. H mo cuyvr eviomion givar n
TOPEYKEPOMON, OAAL KOl TO EYKEQOMKO OTEAEYOG OMMG Kot O voTioiog pvehdc. Eivo
KaAoNOES, OALL TPOKOAOVYV GUUTTOUOTO KOTO TNV CLUTIEST) TOV TOPUKEILEVOL VELPIKOD
10TOV. XNV TOPEYKEQOMON OTIS TEPIGGOTEPES TEPMTAOGCELS OyeTilovtar pe oavEnpévn
€VOOKPAVIOL TTEST, TOVOKEPAAOVS, EUETOVG Kou HE atasion Tov Koppov 1 twv dkpov. Ot
TOAAOTALG VEQPIKES KOOTES €lval TOAD GuyveS Kot o kivovvog tng (NG o€ TEPUITMOOELS
eneaviong RCC, eivar moAd vynidg (70%). Mepikoi aobBeveic Exovv @oOYPOUOKHTIOLLO, TOV
pumopel va glval acvumtOUOTIKO, OAAG umopel vo mpokaAécel vméptacn. Mmopel va
ELPAVIGOVV KVOTELG emddvuidoc kot kvotadevopoto (60% twv appévov acbevdv), kabng
emiong Kot TOAOTAEG KOGTEG TOL TaykpEaTog (6TOVG TEPLEGOTEPOVG 0oOEVEIC), GAAG un
EKKPITIKOT OYKOl KLTTAP®V VNoWiwV Tov ToykpeoTog epeavifovior povo ce moAD Alyeg
neputtooelg (nepinov 10%). ‘Exovv emiong moapoatnpnoei (€og 10%) dyikot Tov EVOOAEUPIKOD
obikov 10v wtd¢ (ELST mov pmopei vo. mpokaiécovy ammAsto akone. Ta mopoyayyMdpoto
™G KePOANG Kot Tov tpoynAov givar omdvio (0,5%). H péon nhkia xatd m didyveoon tov
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oykov og dropa pe VHL etvon onpovtkd pikpdtepn o€ oxE0n He GTOPOUSIKES TEPITTOCELS.
‘Exer avoeepbel onuavtikn evdoowoyevelokn etepoyéveln . To VHL mpokadeiton amd
petadddéel oto yovido VHL (3p25.3), éva kAaocikd OYKOKOTOGTOATIKO YOVIOl0 7oV
Toapovotdlel peydin olelodvTKOTNTa. Ol TEPICCOTEPEG TEPUTTMOOCEL TPOKVLTTOLV AOY®
petaAlaEewv otovg yopétes. H dibdyvoon umopet va yivet pe v mapovsio vog Lovo Tumko
oykov (m.y. Tov auEPAncTpoeldovg 1 apayysopractodpate tov KNX 7 RCC) kot Oetikod
owkoyevelakov otopikov yioo VHL. Edv dev vrdpyet owkoyevelakd 1otopikod (mepimov 20% ex
véov [de novo]), moAlamhol dykot (m.y. 600 opayyelofractduata, | Eva ouayyslopAdotoua
kot évo. RCC) amortovvtan yio ) Sidyveoon. Mo yevikn aipotog, HETpNomn Tov HeETafolTdV
TOV KATEYOAOUIVOV GTO 00pa, OVOALGT O0VPWV, KOl KLTTOPOAOYIKY] €EETOON TV OVPMV,
pmopel va elval  €VOEIKTIKEG NG TOALKLTTOPOiD, OYETIKA pe TNV acbéveln oTO
www.orpha.net 2 @oioyp®poKvTTOUATOS, TOV VEEPIKOV avopoiev, kot tov RCC. H
amewkovion upmopet vo  ypnowomombel yww v aviyvevon Oykwv tov KNI, tov
QOLOYPOUOKVTTOUOTOC, TOV OYKOL TOL EVOOAELPIKOD GAKOV, TV VEPPIK®V dYK®V, KoM Kot
YL TNV ELOAVICT] VEPPIKDV KOl TOYKPEATIKOV KOoTE®MV. H drapopikn didyvoon nepthappdvet
TO GUVOPOUO TOAAOTANG EVOOKPIVIKNG VEOTAAGIOG, TNV VELPOIVOUAT®GT, TNV TOAVKVLGTIKN
VOGO TV VEPP®V, TNV 0ol®dn okAnpuven, to cOvdpopo Birt-Hogg-Dube, kot kAnpovopud
oOVOPOLO.  PUOYPOUOKVTIOUOTOS- TopoyayyMopatoc (0gite owtovg TOLG OPOVE) TOL
ouvoéovtal PETOAAGEEIG VITOUOVAd®V NG covEvikng aevdpoyovaons (SDHB, SDHC kot
SDHD). I[Ipoyevvntikn d1dyveoon givol dSuvoth HEG® HOPLOKNG LEAETNG TOV QUVIOKVLTTAP®V N
TOV KUTTAPOV TV YOPLOKAOV AdYVAV, £dv 1 TaBoyoévog petdAhaln Exel avayvoplotel oe éva
whoyovta tng owkoyévelag . Kinpovopeital pe Tov avtocopatikd emkpatntikd tpomo. [pénet
Vo Tpoc@épeTol  yevetikn ovpPovievtikny. H  Bepameioa  amortel pi  cuvvroviopévn
dtemomuovikn mpocéyyion. H yepovpywn moapéuPaon eivor 1o xvpiapyo otoyeio g
Bepamneiog yio Tovg dykovg. H dayeipion tov voonpatog mpémetl va copmeptAdfet tn did fiov
EMTNPNON HE HOYVNTIKY TOHOYpAPiol €YKEQPAAOVL, OQHOAUDV Kot KOWEG KabBdg Kot
gpyaomplokés eEetdoelg. Ot ovyyeveis vymiod kwvddvov Ba mpémel va evioybovv ce €va
avVIVELTIKO TPOYPOUL EAEYYXOV amd TNV TOdK nAKia, kto¢ av 1 vocog VHL amoxielcOel
pe poplakd yevetiko éaeyyo. H npoyvoon eaptatot omd v epuedvion morlloaniomv 6yKov. To
RCC eivar 1 x0pra autiae Bovatov kot akorovdeitor omd apayysofrdotopa tov KNZ. To
mpocdokyo emPiowong vroroyiletor ota 50 €. Qo1dG0, 1 TOKTIKN TOPAKOAOVONCT Kot M
£yKoupn S1dyvmor Kot OVTIETMTION TOV OYK®OV, LELDOVEL TN VOonpdTnTa Kol TG Ovnoipotnra.

Ewdwkog gpmerpoyvopmv: o Pr Eamonn MAHER

Metdagpaorn — Empérera: 0 Koopd Kovetavtiva, MD. Kl Tevetiotpia 0 EAévn Miyghaxdxr, PhD. E6vi
Yvvroviotpa Tov EAAnvicov Orphanet

Tehevtaio evnuépoon: Anpikiog 2012 Metdopaon: Pefpovdplog 2014

To &yypa@o ovtd amockomel TNV TAPOY TANPOPOPLOV. XE Koo TEPITTOON eV UTOPEL VO VITOKATOGTICEL
v latpikn epovtido Tov TapéyeTon amd E101KOVG ETICTHUOVES Kot dev Ba mpémel vo ypnoiponoteiton cav Pdon
v ) Sidyveoon 1 Oepaneio.
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Systems Affected in / H L
Ee2

: Carabellar hemangioblastoma
)
Lo
» EYES
Batinal angiomata

EARS
Endolymphatic sac tumors

" SPINAL CORD
Spinal cord hemangioblastoma

LUNGS
Pulmonary hemangiomas

" LIVER
Liver hamangiomas

ADRENAL GLANDS
Phacchromocytoma

PANCREAS
Multiple pancreatic cysts
Pancraatic hemangioblastoma

KIDNEYS

FEMALE GENITALIA
Eilataral papillary cystadenomas
of the broad ligament

MALE GENITALIA
Bilateral papillary cystadenoma

of the epididymis
Epididymal Cysts

LR MEDICINE

GEMETICE
el pon Rkl 1S b yepur vl
Leam more at uabmedicine.org/VHL

SYANOTOZ OIKOTENEIAKH ZYMMAXIA KATA THZ NOzZOY VHL EAAAAOZ
(www.vhl.gr.blogspot.gr)
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Fanconi avoipio

ORPHAB84
Yuvvovopo (o) Fanconi mavkvttapomevia
Emxpatnon 1-9/1 000 000
Kinpovopkétnra Avtocouatikd VTOAETOUEVO
N PVAOGVHVOETO VITOAEITOUEVO
Hhlkia évapEng ITAIAIKA XPONIA
OPOANA OPAPMAKA
Substances

Lentiviral vector carrying the Fanconi anaemia-A (FANCA) gene

[TEPIAHYH

H avoupio Fanconi (FA) sivar pia kAnpovopikn dotapoayn g emdiopboong tov DNA, mov
yopaxTNPileTon amd TPOOOEVTIKY TOVKVTTAUPOTEVIOL UE OVETAPKELL TOV HVEAOD TMV OGTMOV,
nowileg ovyyevelg avopaiieg Kot Tpodideon oV avATTLEN OUOTOAOYIKOV 1| CUUTOYDV
oykov. IIpdoeatoc mpocdloplcrdg TG EKTIUNOT TS GLYVOTNTOS TOV POPEMV, £0E1EE TG
eivan meprocoTepo amd 1/200, pe ovapevopevo emmorlocoud Kotd T YEVVNOT TOVAGYLGTOV
1/160.000. Xg opiouévovg mAnBuopode, n ocvyvotnta Popeiog sivar moAd peyaAdTePN, AOY®
TOV WOPLTIKOV HETOALAEEDV. MEypt onjuepa £xovv avapepbel otn PifAloypapio TeprocdTepeg
and 2.000 neputtooeic. Xta 2/3 tov acbevov, To mpodTo onuddia e FA givol ot cuyyeveig
dvomAaciec, mov pmopel vo meplapuPdvouy 10 oKeEAETH, TO OEPUA, TO OLPO-YEVVNTIKO, TO
KOPOLOOVOATVEVGTIKO, TO YOGTPEVIEPIKO KOl TO KEVIPIKO VELPIKO cvotnua. Ot avoporeg twv
dpov eivor €TepOTAELPEG N AUPOTEPOTAEVPES, Kol GTNV O£VTEPT] MEPIMTMON, €lvarl Guyvd
acLUETPES. MTopel emiong va VITAPYOLY EAACCOVES OVOUOMES, OTMG YOUUNAO OVAGTILLOL Kot
Bapog, kpokepaAio M / ko pkpoeBoAipic. Xvyvd mopovcsidloviol ovopoAies ot
UEAGYYP®ON TOL OEPUOTOC Kot LIOTANGTIKO Oévap. Xxedov 1o 20% tov acbevov €yovv
dvomAacies Tov ®Tog, pe M yoplg andiewo akong. Ot cvyyevelg dvomhacieg pmopel va
mowiAovv og o otkoyévela. Otav ol cuyyeveig dvomAacieg dev etvan TpddNAeg, N ddyvoon
popel v KaBuoTePNOEL HEXPL TNV ELPAVION TNG AVETAPKELNG TOV HVEAOD TV oatdv (BMF),
N omoia ekdnAdvetonr pe péon mAkio ta 7 €. Ot apatoloyikés avopaiieg pumopel va
epnpovicBohv oe veapotepn NAkio Kot omavidtepa, o evilikeg, pe to 90% tov acbevov va
avantooocovy BMF ota 40 ém. Ou acbBeveic pmopel va gppavicovv ofeion poeloyevn
Aevyopia, ovyvd mpv omd to PLEAOSLGTANGTIKO cuvdpopo. Ot acbeveig emiong &youvv
wwitepn mpodidbeon o€ cvumoyelg OYKOUG NG KEPOANG Kol TOL TPOYNAOL 1 OTNV
TPOKTOYEVVNTIKY Teployn. To wovtd avdotnua epeavifetor cvuyvd devtepomadmg, AOY®
oppovikng avemdapkelog. H yovipdtra eivon oxeddv mAnpwg dlatopaypévn otoug Gvopes, Kot
wWwitepa datapoypévn otig pioég yovaikes. H eykopoosvvn givor cvyva emmieypévn. H FA
opeiletal og PETOAMAEELS o€ Yovidla mov gumAékovion otnv emdopBwon tov DNA kot v
yvevoukn otafepotro. ‘Exovv evtomotel dekamévie yovidlo mov aviurpocwmevovv 15
CUUTANPOUOTIKES OUAOEG. AEOOUEVNG TNG VYNMANG ETEPOYEVELNG OTI YEVETIKY OUTiOL KOl GTO
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KAMvikd @ovotumo, kKot tov mafoydvo punyavioud g FA, n dwbyvoon Paciletor omnv
a&loAdOyNo” TOV YPOUOCOUK®OV OpovcHdTmVy Tov Tpokolodviat gite pe to dtemo&vPovtdvio (
DEB ) 11 ™ propvkivn C ( MMC ). Ot khvikég ekdnimoelg g FA cvumintovv pe moAAd
dvomlaotikd cvvopopo ( Dubowitz , Seckel, Holt - Oram , Baller - Gerold, 6poufonevia -
amovoia g Kepkidag, ocvvdpopo Opavoudtov Nijmegen, aainiovyio VACTERL, cuyyevy
dvokepdrwon ; Agite avtovg TOVg OpoLE ) Kot 1 dtbyvmon ¢ FA kabvotepel cuyva émg dtov
évag acBevrg avantoéer BMF 1 kaxonfeiec. H FA Ba mpémel va Aapfdavetar vmoyn ot
Olpopikn d1dyvmon oAwv Tov véov acBevov pe BMF dyvootng attiodoyiag. Oa mpénet va
eetaotobv Kot GAla oOvdpopo mpodidbeong kapkivov (cOvdpopa Bloom, Rothmund -
Thomson Bpeite nepiocdtepec mAnpogopieg oxetikd pe v aobévelo oto www.orpha.net 2 1
Werner; Agite avtodg tovg 6povg ) 1| cOvdpopa pe movkvttaporevia (PAETE avtovg TOLg
6povg; avouuio. Diamond - Blackfan, avocoAoyikn mavkvttaponevia, cdvopoua Pearson 7
Shwachman - Diamond ). H wpoygvvntikn d1dyveon givat epikti pe HEAETN XPOUOCOUKOV
Opovoudtov petd amo mpokinomn pe DEB- 1 pe poprokn perétn, otav 1 petdAraén eivon
yvoot). H FA gival cuovqfog o autocopatikn bIoAewmmopevn dtatapoyr, oAl pmopet va
KAnpovopeitatl pe euAocsvvoeto Tpomo. H vrootnpiktiky epovtida meptlappdvel petayyioelg
GLUTVKVOIEVOV £pBpdv apoceapiov (RBC) 1§ aponetariov. H povn Oepamevticn aymyn
YO TIG OUOTOAOYIKEG EKONAMGELS Eval 1] LETAUOGYEVCT) APYEYOVAOV OULUOTOTIKOV KUTTAPWOV
(HSCT). Qot6c0, avty 1 mpocsyylon Teivel va avENGEL TOV KIVOLVO EUPAVIONG GUUTOYDV
oykov, ko ypniet ewwkng mapakorovdnong. H ocvuntopatikn Bepancio meprhapfaver v
Ao TOL GTOUATOG XOPYNON AvOPOYOV®™YV, N omoia PEATIOVEL TIG OUOTOAOYIKES TOPAUETPOVS
og uepkovg acbeveic, Wimg ta RBC. H yopnynon aipomomtikod avénrtikov moapdyovia Oa
UTOPOVGE VO, XPNCUOTOMOEL HETA TNV TAPAKEVTNON TOV HVEAOD TV 0GTAV Kot TNV Bloyia, 1
omoio. Bo mpémel va mpaypatomoleitol TaKTIKG Kotd T Swdpkeww g Oepameiog. Otav
avantoccovtal Kakonbeieg, n Oeponeio mepumAékeror amd v gvaicOncio oty axtivoforio
Kol ot ynueodeparneio tov acbevov pe FA. H BMF kot ot kaxonfeieg odnyodv oe mtoym
TPOYVOGOT LE HEIOUEVO TPOGOOKIpO emPimong, To omoio £xetl PeAtiwbel pe v petapdoygvon
apYEYOVOV QLOTOMTIKAOV KVTTAp®V Kol Oepaneio avopoyovov.

Ewwcog eumepoyvouwv: o Pr Arleen AUERBACH

Metdopaon — Empérewn: 0 Koopd Kovotavtiva, MD. Kiwikr Tevetiotpio 0 EAévn
Muyehakdkn, PhD. EBvikn Zuvtovietpia tov EAAnvikov Orphanet

Televtaio evnuépmon: NoéuPprog 2012 Metdoppaon: Mdioc 2014

To €yypapo 0vTd aTOGKOTEL GTNV TAPOYN TANPOPOPLDOV. L& KOUUIO TEPITTMOON deV UMOPEL VO VITOKATUGTGEL
v lotpikn epovtida mov mapéyetorl amd €101K0VG EMOTHOVES Kot dgv Ba TPEMeL va xpnoiponoteitol cav faon
ywo T dudyvoon 1 Oepaneia.
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To cvvopono Cornelia de Lange

ORPHA199

Yuvavopo () ocvvdpopo Brachmann-de Lange

Emxpatnon 1-9/100 000

Kiypovopikétnra Avtocopotiko Kuplopyo
1 (QLAOGVOVOETO VTOAETOUEVO
1N dev oyveL

Hlxia évapéng VEOYVIKN
TPOYEVVNTIKY

OPOANA PAPMAKA:O

orphanet

:: ZovS8popo Cornelia de Lange

AmBuoc Omphanet: 199
NMEPIAHWH

To owipopo Comelia de Lange {(CdLS) ehvon pia TroAucuoTnuarikn Siarapayr] e Tnoasikn
EKPPACTIKOTTA TToU XCpaETnpileTan amd OuyKEKpIgEiveES SUCHOPPIES TOW TNDOOUITTOU, TIoIKIAow
BaBuod vonmkr voTEpnan, cofapn kaBudTEpnan TN avdanTung Trou apxilel Wev amd T
yéEwwar (2° Tpipnvo ), ovwpalies oTa XEpa kol Ta modia (oAyobakTulia, ) JEpIKES POPEC mKOUN
Kol oofapdc aKpwINoIEoUoS, Ko oTIBEPr] BpaXUPETIKapTIa TOU THUTOU PETaKApTIOU) Kol
Gulgopec AAMeC Srapaptiec Tric GdmAaonc (xapdid, veppoi KATT). O ETMToAQCUOC OTO YEVIKO
WANBUCRG uTToAoyileTan o 1/62.500 wan 145 000 Ta 1SigiTEpa YAPAKTNHOTIEG TOU TIROCUWITOU
TEQIAQUBAVOUY: CTOPLIE KOBOPITUEVT KAOUTTUAWTA KOl CUpPEOVTO @pUbia, pakpiéc BAEQapiSEc,
QVECTROUPEEVOUC PWEWVES, LIKDOYWOSia Ko YwviEC TOU OTOPATOC UE KNOT TIpog Ta KATw Ko
AETTTO v Xeihog. Ta TpoBAfuama oTny GiTiom Kai r SucaTpo@ia ouxwa TRERMTAEKOVTal amTd
YROTPOOITO@AYT] TTRANVGpopnoT. H khvikr] EEENER oBnyEel oTNV WuXoKVNTIKA KOBUCTEPNOT, OF
GuorokiEC oTO MWD Kl HEMEES QOPEC, OL CUNTTEDKPODIKES DiaTapaxic TOU @AOUOTOC TOU
aumopol. H amuwkea TN akonc Ba pEmel va afiohoyEiTan kKal va Trapaxohoudeita. Moboydves
peTahrhGEeic Exouv avixveUBEl o Tpia yovibia TTou ERTTAEKOVTON OF Eva CUUTTADKD
W PUH OCUNIK LDV KO TTDWTERWIKLY Sopdiw ko EummpeTody ) Siamrpnon g ouvoxrc avwipeca
amic aSehpéc ¥pwpaTides (cohesin complex). I TooooTd TEpiTow S0% Tww aoSevuy
EvTOTICoVTal HETaAAGEEIS oTo yovidio NIPBL mou sival To KOpIo yovibio TTou eEpTTAEKETaI OTO
ciwﬁpnpu_‘ ME:uMé‘[F,{ig mou cx&:ﬁ{ov‘rm‘ uE rlméi_}:pﬂ; HOPEEC TG WOOoOU £Xouv 'riplfll:lq:l:rrt_:
TEQrY paspEl oTo yowidno SAMCTLT ( ovopalsrar emong SMCT1A; Xp11.22p11.21) km ouwBEovral
pE T uAccVBETT popgr) Tou CdLS, km oTo yovidio SMC3 (10g25).H utrowia ya 1o ouvwSpopo
pTropEi v TEBED TTpOYEVIITIKG, PETE a0 TOV TTIROYEVVI|TIKG UTTE QMO DO@IkS ELEYKO TTOU
Qoo AUTITEN EVEOUNTI0 KaBUoTEQMOT] ovATITUENC Kal avpahiES T KV, TE OIKOYEVEIEC LE
Benkd 1IoTOPIKG TG VOOOU KOl OTIC OTTOIEG EXEl TaOUTOTIOMBEl n pevalhatn, ptropei va wpoTatei n
TIDOYEWWTITIKR Sy WLGOT] IE WEAUOT] TOU EUBpUikol DMA, ardun KOl OF KUYOTEIC OTTOC YOVEIC TToU
GEV PaiVETOI va PEPOUV TNV PETAAATEN, Adyw TOU KnGUVOU TOU YOUETIKOD plocaikiouod. Dy esow
GAEC O TTEQITITUADEIC Eival oTropadikéc. MepioTaciokd, O KATTOIES CIKOYEVEIEC KANDOVOUETD UE
TOV QUTOCWHOTIKD ETIKDATNTIED TROTo.
Lev uTnapyel Bepameia yia To oUwSpopo, ahkd sival amapaityTn N WuxoAoyKn Kan eKTaBeEUTIrD
@ooVTIoN. H yaoTpooropayikn TaAnSpdunon amame ebiki @povTida Ko ouxva
¥ PP OTToIoUVTal N YyaoTpoToun kar n emipBacn Missen kard g Tmaknbpounornc.

EiSIROC EPTTENDOY WL

= Pr Didier LACOMBE
Metdppoon — EmuéAeia:

“‘ BpEiTE TTEMOTOTEPES TTANPOPOPIEC THETIKG PE TV QCBEVEID OTO Www.orpha. net 1



Koopd Koviva, MD Khvikn Ievetiotpio

EAévn Mygehaxn, PhD. E6vi) Zvvtovietpio tov EAAnvicov Orphanet
Televtaio Evnuépwon : deppovapiov 2009

Metaepaom Avyovctog 2014

Figure 2: Fromial vie showing (a) low anbanar hair ina. (b)
aymaghing, () ow and aubwandly placed aars, [d anbevarned
naras; (e kang philtrum; () maxilasy indisors profnesicn and
bergcndacial leaiuras

To £yypa@o aVTO ATOGKOTEL GTNV TAPOYN TANPOPOPIDOV. X& Koo TEPIMTM®ON deV UTOPEL VO VITOKOTUGTHGEL
v lotpikn epovtida mov mapéyetal amd €101K0VG EMOTHHOVES Kot dgv Ba Tpémel va ypnoiporoteitar cav faon
vio. T didyvaoon M Oepamneio.
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Yvvopouo Jarcho - Levin

Xuvvovopo (o) ovvopopo  XHvdpopo Jarcho-
Levin
Emxpdatnon Ayvootog
Kinpovopkétnra OQVTOCMOUOTIKO VITOAEMOUEVO
Hlkia évapéng VEOYVIKT|
TPOYEVVITIKY|

OPOANA PAPMAKA:O

INEPTIAHYH

H avtocopatikn vrolewmopevn omovoviomievpikn dysostosis (ARSD) eivarl po omdvia
KATAoTOON TNG LETAPANTNG GOPapOTNTOS TOL GUVIEETAL UE T SVGUOPPIO TNG CTOVOVAIKNG
GTNANG Ko NG ateAng vevpwonc. Xapoakmnpiletal and £vo Kovtd AU e TEPLOPIGUEN
KIVNTIKOTNTA,EVOV KOVTO KOPUO Kol KOVTO OVAGTILOL [LE TOAAATAES GTOVOLAIKES OVMUOATES
o€ OA0 TOL EMIMESOL TNG GTOVOLMKNG GTNANG.

H enintoon kot o emmoAacpdg sivar dyvootes. H acBévela gaivetan va glvar mo cvyvn
otov mAnBvoud tov Ilovépto Piko. H ARSD dwayryvooketor cuviBmc otn vEOYVIKN
nepiodo. Ot kOpleg okeleTikég Ovopopeieg meptlopfdvouv cvuvinén 1oV omovovA®V,
hemivertebrae, kot oOvinén tov mAeVpOV Kol pE  GAAEC  dvopopeiec  TOV
mevpmv.H topapdpemon tov Odpoka Kot g 6movovAikng otqing (cofopn ckoAimon,
KVQMOKOAMONG Kot AOpdmon) £ival QUGIKEC GUVETELEC AVTMOV TOV SVGTANCIOV Kot 0dNYel
oe gueavion vavov. Kabmg o Bdpaxoag etvar pikpog, ta Ppéen cuyva £XOuV 0VOTVEVGTIKY|
OVETAPKELWL KOl  ETOVOAAUPOVOUEVEG AOIUMDEEIS TOV  OVOTTVELGTIKOV. AVOUOAIEG TOV
KEVIPIKOD VEVPIKOD GLGTHUATOS, TNG OVPOYEVVNTIKNG 0000¢ Kot g kapdidg (Sioydng
PAYM, UNVIYYOKNAY, OVOUOAIEC GTOVG VEQPPOVG KOl GTOVS OVPNTIPES, VITOCTAOING, GLYYEVN
KopdlomdOeln, aVOUOAN TVELLOVIKY QAEPIKT EMGTPOPN KAT) Exovv avoeepbel aAld dev
givar  kowvd. Dysmorphism mpocdmov kot mvevpotikd EAAEupa  givol TEPLGTAGIOKA
YopoKINPIoTIKE. MEYpt otiyung, téocepa yovidla, eumAékovtol oAAd ot PETOAAAEES o€
aVTE TOL YOVIOo OEV AVTITPOSHOTEVOLY TO GHVOAO T®OV LITOHEGEWV.

H odyvoon sivor vk kot pmopet va vmoompileton pe vrepnyoypaenuo Kot
OKTIVOYPOPIEG TNG OTOVOLAIKNG GTHANG.

H mpoyevwnrikny S1dyvoon eivar dvvarny pe T YpNon Tov gUPPuIK®OV  LIEPN(WOV.
H vocog kKAnpovopeiton pe auTocmpatikd DVTOAEUTOUEVO YOPAKT PO

H avtipetdmion meptlapfdvel eviatikn 0Tpikn @povtida, YEPOLPYIKN TV 0GTAV, Kot
opBomedikn Oepameio.

H ARSD pmopet vo TpoKoAEGEL OVOTTVELGTIKY|] OVETAPKELD TOV UTOPEL VO 0ONYNGEL GE
amelANTIKES Yo TN {on eMTAOKEG KATA TO TPMTO £T0¢ TG LONS TOVG,
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Epidermolysis bullosa simplex

ORPHA304
Yuvvovopo (o) EBS
EEB
Emkpatnon 1-9/100 000
Kinpovopmkotnra Avtocopotiko EMKPATOVVTA
N VTOAEUTOUEVO OVTOCOLLOTIKO
Hlkia évapéng Bpéon
Neoyva
[Toudwa
Egnpovg
OPOANA ®APMAKA
Substances
Allantoin

Allogeneic adipose-derived adult mesenchymal stem cells contained in a fibrin-
based bioengineered dermis

Allogeneic human dermal fibroblasts

Bilayer engineered skin composed of Keratinocytes (patient autologous) and
fibroblasts (donor allogeneic) in a plasma matrix

IMEPTIAHYH

[Mopporvymon emdepudrvon simplex (EBS) eivar por opddo dwatapoydv.H kinpovouikn
mopeolvymon emdepudivon (HEB) yapaxtmpiletor and gvbpovotdmra tov dépHatog pe
OTOTEAEGLLO EVOOETIOEPUIKES POVOKAAEG Kot d1affpmdoelg Tov cupPaivovy gite avBopunta gite
HETA amd PLGIKo Tpavpa. H emikpdmon kopaivetor and 1/ 215.000 otig HITA ot0 1/ 35.000
01N ZKOTIA.

H évapén eivar ouvnBog Alyo petd t yévvnon , av kot povokdieg oe evromopuéveg EBS
umopel vo punv ovomtuyBovv pEYPL TO TEAOG TNG TOOKNG MAMKING 1) TNV PO EVIAIKT
Con. Moll ot &vIOmGUEVEG M YEVIKELUEVEC (QOVOKAAEG UEPIKES QOPES  epeavifovv
yapoktplotikés poppég (herpetiform opoadomoinon), to depUOTIKG YOPAKTNPLIOTIKA UITOPEL
Vo TEPAAUPAVOVTaL, 1) ATOTTOGT OVOY®VY KOt 1] SLGTPOPIN KO, GTLAVIOL VILAPYEL GYNUOTIGUOG
milia.O1 ovAéc w¢ eni to TAgioTov amovolalovy N eivor eAdytotes (o ATPoPIKn PLTId®ON
Kot Suopeddyypwon). AAAo. evpripate Hmopel vo. TEPIAOUBAVOVY GULYYEV OTOVGI0 TOL
OEPUOTOC, KOL EVIOTICUEVO 1] GULPPE®V KEPATOOEPUA OTIS MOAAUES Kol oto mEAparTo. H
ocvuvnBéotepn e€mIEPUOTIKY EKONAMOT €Vl Ol POVOKAAES TNG GTOUOTIKNG KOAOTNTOC. Mo
TOWKIALDL TPOGHETOV EMOEPUATIKDOV EMTAOKDOV Htopel v cupfoiv Kot e£aptdvion amd v
niia, 10 Ypdvo évapéng kot tov abpolotikd kivouvo gpedviong . Ymhpyovv apketol
voétutol pe PAomn TOV  EVOOEMOEPUKO EVIOTICUO OTIG (QOVOKAAEC. Ot TEPIGGOTEPEC
@ovokaieg cvufaivovv otn Pacikn oTiBado g EMOEPUIdOG (AVTOCOUATIKO VITOAEUTOUEVO
EBS Tvmov Dowling-Meara, Tomov Kobner, EBS - pikn dvoetpogia, Tomov Ogna, EBS —
Tolopikn atpnoia, evtomopévn EBS, EBS pe didoticto ypopotiopnsd). Qotdéco, 3 vrdtumot
neptiappavovion  (EBS mov ogeidetan oe avemdpkewo. plakophilin, EBS superficialis,kat
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Bavameopo oaxkavBorvtiky EB.H EBS mpoxodeiton amd  yevetwés petodrdéels oe
GLYKEKPLUEVA YOVIOLa, OVAAOYO LLE TOV VTTOTVLTO.

H dudyvoon Paciletor 6tov Tpocdoptod Tov EMOEPUIKOD EMIMEGOV €VIOS TOV OTOIWMV
(POVOKAAEG éyouv avamtuybet . [Ipotewvdueveg texvikég eivar 1 yaptoypdonon
avoco@Bopiopon tov avtryovov (IFM) kou n Broyia déppatog. Ot vrdtumol Tote opilovtar pe
Baon tov Tpoémo petddoong IFM |, kot v kKAwvikn mapovcioon.Ta deppatikd gvpiuato dev
elvar 0E10MGTOL S10y VOO TIKOT OEiKTES.

H 61dyvoon sivor cuviBwg amdny pe pkpn ovaykn yuo ektetopévn dtagopikn ddyvoon. H
OlPOPIKN OdyvmoT G€ VEOYVA Kol TO UIKPG OO0 UTOPOVV VO TEPIAAUPAVOVY GUYYEVIG
amhacio CUtis, VEOYVIKT TEUQELYO, VEOYVIKO £pTNTa KUNGEWMS, OTOPVAOKOKKIKO GUVOPOLO TOL
dépuatog, kabdg kar incontinentia pigmenti, emdepuikn 1yOvaon, ypapupuiky deppoatonddeio
IgA, TOPEOAVYDIEC TEUPTYOEIDES, KO TOUPOAVYDON KNpio.

O mpoyevyntikég dokipuég yivovranr pe euPpuikd DNA and yoprovikég Adyveg 1 kOTTOPO
apviakob VYpos Kat givat dSuvatd €4V TO AITIOAOYIKO YOVIdio eival yvmoTod Kot 1 TaboYEVETIKY
petdAraén mpocdiopiletar.

KAnpovouikdétnta vdpyet €ite pe auTocmOUATIKO KLPIOPYO N OVTOCOUATIKO VTOAEUTOUEVO,
avéioya pe tov vrotumo. H cwot dibyvoon g EBS eivar {otikng onpociog yio ™ oot
YEVETIKY] GUUPOVAEVTIKT.

H avryetonion Poaciletor oty amo@uyn @UGOAO®V He GYOAUGTIKO TPOCTOTELTIKO VAIKO
EMKAALYNG TOL OEPUATOG, KOTAAANAO TpOTO (®NG Yo TNV ATOPVYN TPOVUATIGHOD, Kol TV
TPOAYN NG SELTEPOYEVOLS HOAVLVONG, LE TPOGEKTIKN OPovTida TG TANYNS.O KAMUOTIGHOG
umopei va fondnoel oty TpodANYN emdeivoong g vooov og (010 kapo. Acbeveic ue EB
HE TOV LYNAOTEPO KIVOUVO GCULYKEKPUEVOV  eEMOEPUATIKMOV EMTAOKOV TPEMEL VO,
nmapoakorlovfohvtal otevd Kol  KOTOAANAQ pétTpa vo eappoloviol yio Ty TpOANYN 1oV
TpocPePAnNévav 1I6TOV.

H mpoyvoon eoptdton amd tov vrotumo. Ot meptocodtepol acheveic Exovv £va PLGIOAOYIKO
TPocdOKo (NG, oAAG LIAPYEL CNUAVTIKY VOO POTNTO Kot OKOUN Kot Tpdwpog Bdvartog
umopei va suuPet 6€ 0pIGUEVOVE VTOTHTTOVG.
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ZYAAOTOZ OINQN KAI AZOENQN ME NOMOOAYTQAH EMIAEPMOAYZH

(www.facebook.com/eb.greece
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voococ Leqg-Calvé-Perthes

ORPHAZ2380

Yuvovopo (o) Aonmtn VEKPOGON TNG KEPAANG TNG Unplaiog
EMIPLONG
0GTEOYOVOPITION TNG KEPAANG TNG Unploiog
EMIPLOTG
Osteochondrosis g kepaAng g unpiaiog
EMIPLOTG
Perthes voco

Emkpatnon Ayvmotog

Kinpovopkéotyra  Avtocopatikd Kvpiapyo
N moAvYoVISLoKY] / TOALTOPOYOVTIKT

Hlkia évaping ITAIAIKA XPONIA

OPOANA PAPMAKA:O

[NEPIAHYH

Legg-Calve-Perthes vococ (LCPD) givar 0 0po¢ Tov ypnOUOTOLEITOL Y10l VO, TEPTYPAYEL
etepoOmlevpn M apgotepoémievpn  aonmrn vékpwon (AVN) g unpuiog kepoing oe
TOoLO14.

AvapépOnke etnolo cuyvotnto epedviong, ard 1 / 250.000 oto Xovyk Kovyk wot 1 /
18.000 oto Hvouévo Baoilelo, ko 1/3500 otic Nfoovg Pepoe.H LCPD emmpedlel ta
ondld petald 2 ko 12 etdv, aArd gival mo dadedopévn HeTa&d TV ToddV 5-6 Tdv Kot
glva o ovyvn ota ayopLa.

Ta apywd copmtopata givar cuvnBmg yowAdmta Badiong, o Tévog 610 16Yio, 610 UNPd 1
670 YOVOTO, KOl TO UEIWUEVO EVPOG KIvong Tov 1oyiov. Apydtepa 6TV mopeia TG VOGOV,
GTO UNKOG TV TOOOV epgavifeton dapopd, kabmg Kot atpodio. TOL HVTKOV GLGTHLOTOG
yopw and to 1oyio( umopel vo mapatnpnOel). H evepyn @don g vocov pmopei va
OLPKECEL Y10 OPKETA XPOVIK, KOl KOTA TN SLIPKEL OVTAG TNG GACNS 1 Unploio KEQOAN
yivetanl PEPIKMG M TANPMOC VEKPOTIKY] KOl GTAOIOKE TOPOUop@®veTAL. Avtd akolovdeiton
amd TO GYNUATICUO VEOU 0GTOV (EMOVA-OGTEOTOINGN) GTNV EMIGVOT KOl KOTO TNV TEAIKN
Oepancio. H telkn mopapdpewon pmopel vo motkilel amd po pHikpn SlopOpe®oY| TN
QULGLOAOYIKT APOPMOT|, GE Lo EKTETAUEVT TAPAUOPPMOOT He coPapn emmedonoinon Kot
vre€dpOpnua g UNploiag KEPOANG, e 01EHPLVOT TOL AVYEVAG TOV UNPLOLOV 0GTOV, KOl GE
L0 TOPOUOPPOUEVT] KoL OUGTANGTIKY KOTOAN, 1) omoia Le T Gelpd TG Humopel va 0dnynoet
o€ TPOUN ERPavion ooteoapHpitidac.
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H attioroyia g LCPD mapopéver acagng. Etvar yevikd amodektd ot £va 1 mepiocdtepa
«EPPPAyRaTO» TNG UNPLOLaG KEPOANG AOY® TNG SLOKOTNG TNG AYYELNKNG TOpOYNS Hopel va
TPOKOAESEL TEMKA TN dvopopeia, woTdco, vIdpyovv daeopeg Bewpieg oyeTkd pe TV
otioe aVTNG NG OKOTNG. APKETOL TTAPAYOVTEG OV GLVIEAOVV €Yovv emiong mpotabel:
KafvoTtepnon OTN GKEAETIKY @pipavon, eEacBevnuévn Kot Susavailoyn avarntoulr, Younio
avdotnua, To YounAd Bapog yévvnong, KovmvikKn Kol OIKOVOULKY] GTEPNON Kot TO TPAdLLA,
kaBdg kot n obvdeon pe ovyyevelg avoualies. 'Exetl eniong mpotabel 011 ot drotapayég
ovotiuatog méng Ba pumopovcav vo mpokarécovy Bpoufopirio kar / 1 hypofibrinolysis
Kot va odnynoovv oe Opopfotiky eAefikn andepaén pe emakdrovdn AVN g unpiaiog
KEQUANG oTa Tondld. MeTOAAAEELS GTO YOVIO0 €YOVV TPOCPATO. EVIOTMICTEL GE OIKOYEVT
nepmtooels AVN g unpraiog KeQaing

H d1byvoon yivetan pe tig copfatikég axtivoypagpieg pe tpdcdia kot migvpikn tpofoin.To
omvOnpoypaen Lo Kot ot VIEPNYOL UTopel va £xouv a&io 68 EMAEYUEVEG TEPUTTMOCELS KOL 1)
MRI pmopel vo gival yprioyun ota Tpoda 6tédde ™S vocov Yo T odkpion LCPD.
Awpopikn didyvoon tepthappdver Meyers dvomiacio, moAlonAn dvomiacio exipuong kot
GTOVOLAOETIPVGIKT] SVCTAAGIO.

O Kk0prog 6tdY0g TG Bepameiog elvar va mepéyeton  punpaio KEQOAN LEGOH GTNV KOTOAN,
lTE YPNOIUOTOIDOVTOC EVOL VAPOT KO OTOy®YNG N LECH YXEPOVPYIKOV emeufaceny (unpiaio
N TueMKT ooteoTopin). Mo Tpdoeotn peAétn mpoteivel OtL 1 unplaia ooteotopio divet
ONUOVTIKA KaAVTEPQ amoteAéopata omd O, TL M Oepaneio pe vapOnka

H mpodyvoon givon petafAnt kot apketol mapdyovteg ivor mpoyvmoTiKng onuasciog, 0mmg
glval M €KTOON VEKPMOONG TNG UNPOING KEQOANG KOt 1] VITOAEWUHATIKY] Tapapdpemor). Oco
TEPICCOTEPO TOPUUOPPAOVETOL 1) Unploio KEPOAN KOTA TN SAPKELD TNG ETOVAWGNGS, TOGO
peyoaAvtepog  elvar o xivovvog g ooteoapOpitidag apyodtepa ot Lon. Ok
apBpomhactikny woyiov oty mpodwn evilkn (o Umopel vo amouteitol € OPIGUEVES
TEPUTTAGELC.

Euneipoyvauovag kpitikog (s)
Dr Ola Wiig

TeAeuTaia evnuépwaon: MdapTiog 2009
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Osteogenesis imperfecta

ORPHAG666

Yuvvovopo (o) EvOpavot acBéveln TV 00TAOV
Glass bone disease
Lobstein VOGO
Ol
Osteopsathyrosis
Porak kot aoBévero Durante

Emkpatnon 1-5/10 000

Kinpovopkotnra AvtocopaTiKo EMIKPATOVVTOL
N VITOAEWOUEVO OVTOCOATIKO

Hlxia évapéng Oeg o1 nhkieg

OPDOANA ®APMAKA: Substances
human allogeneic bone marrow derived osteoblastic cells

IMEPTIAHYH

H Atel ooteoyéveon (AO) mepthapPavetl pio TEPOYEVH OGO YEVETIKMOV SLOTOPOYDV TOV
yopoakmpilovior amd avénuévn gvBpavctdTTo TOV 00TMOV, YOUNAN ootk pala, Kot
evacnoio og KOTAYHOTO TOV 0GTOV He PLETAPANTY cofapdTnTa.

O egmmolacpdg vroroyiletan oe 1/ 10.000 o 1 / 20.000. H niwio katd v Sidyveon
e€aptatar amd 1N ocofoapdmra g voocov. [Tévte Khvikd dwokprroi tomor Ol éyouvv
evromotel. To mAéov Khvikd yopaktnpotikd 6Awv tov tomev Ol gival gvBpavotdmra
TOV 00T®V, 1 omoia ekdNA®veTOL HE TOAAATAG ovtopoto kataypoto.H otedng
ooteoyéveon tomov Il elvar Bavatmeodpa, tomov III eivar coPapr|, tomov IV kot V elvan
pétpla, kot tomov I eivor fmia. Tomog 1 nondeforming pe kovovikd dyog N Mmia KOvid
avaotnua, kot blue sclera. Ov acBeveic pe tomov Il mopovsidlovv mToAamAd KoTdypaTo,
HOKP®OV 0GTAOV KOl TAEVPAOV KOATA TN YEVVNON, CNUELDOVOVIOL TAPULOPPDCELS EVPEMS TOV
LOKP®V 0GTAOV, YOUNANG TuKvOTNTaG OTIG aKTiveg X, Kot okovpo sclera. Ta kopla onueio
tov tomov Il meprhapPfavovy oAb kovtd avactnuo, £vo Tplyovikd npdcsmmo, cofopr|
okoliwon, ykpilomo sclera. Ov acbeveig pe tomov IV épovv petping yoapnid avaotnua,
Nmo £0¢ pétpo. okorimon, ykpllono 1 Aevko sclera.O Tomog V yapaxtmpiletol omd Nma
€mG HETPLOL KOVTO avaoTtnuo, e&apbpwon g kePaAng ¢ kepkidag, , viepmiaotiko callus,
Aevkd sclerea. AALOL yevetikoi dlapopetikoi tomotl Exovv mapatnpndei (tomor VI g 1X),
aALG dev gtvar KAviKA dtapopetikol amd tovg thmovg 2-5.

Y10 95% tov mepurtooewv, N AO mpokaAeitor omd peTtaAldEelg yovidiwv. Avtég ot
UETOALAEELS LTTOPOVV VO TPOKAAEGOLV TIG TEVTE KAVIKES pLoppég T AO.

H dudyvoon Pacileton og okeAETIKA KOl EEM-CKEAETIKA KAVIKE EVPIUOTO. AKTIVOAOYIKEG
UEAETEG OMOKOADTTOVV TV 0CGTEOTOPMOT Kol THV mapovsio wWormian octav. H pétpnon
00TIKNG TUKVOTNTOG ETPEPOIDVEL TNV YOUNAT 06TIKN Hdla.

H dwpopikn didyvoon mepilapfdaver v evdountpia 016yvmor yovopoduomiaciog, Tnv
1010madn veaviKr 06TEOTOP®GT],TO GVVOPOLO 0GTEOTOPM®CNG-YELOOYAOIMUA, TOL GUVOPOLLAL
Cole-Carpenter ka1 Bruck, vrep 1 vropmoataytio, panostotic popen polyostotic vddovg
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dvomhaoiag, pn accidental {nuio (moAlamid katdypoto yopic ooteomdpmon), Kot
00TEOTOPMOOT AMOY® POPUAKEVTIKNG OYyMYNG, SOTPOPIKN OveETdpKeLd, petafoikn acOévea,
N Aevyoupio. H mopovcio moAldv kataypdtomv 0ev mpémel v 0dnNyNnoel oty vedbeon g
KOKOTTOINoMG TV Tod1MV.

H mpoyesvwntikn dudyvoon pmopel va yivel péocom vrepnyoypoaeriuotog 1 / ko vo
emPeParwbel péocw poplaxng avdivong Tov apvioKOTIOPOV 1) Kol KLTTAP®V YOPLOKNG
Adyvng edv €xet evtomiotel LETAALAEN OTNV OKOYEVELX.

H oavtyetomon mpénel va eivanr dlemomnuovikn Kot mepthapfavel EUTEPovg €101K00¢
Tpovg: opBomeducots, puoikobepaneing Kot anokatdotaons. Ta dSipwoeovikd e 1o VPN
aVTITOPPOPNTIKY 1010TNTeL Bewpohvtal TALOV ®G TO TPOTLTO PPOVTIONS Yia coPapég
pHopeéc, aAdd dev ouvictovv Bepoameio. [IpoAnyn g avemdpkelog Prropivng D ko
acPeotiov elvar amapoitnn kad '6An ™ (oM. H yepovpywn avtpetomon eivor
amopoitnTn Yo TV 00pH®oN TV 0GTAOV, Y10 TIG TAPAUOPPDCELS TNG CTOVOVAIKNG GTHANG
Kot yoo TV TpoOANYM TOvV  Kotoyudtov tov  uakpov  ootdv  (centro-medullary
ooteocOvieon). H mpoyun o@uciobepaneio Pertidver v avtovouia, Ponbovtag vo
aloroynfodv ta KvnTIKA eAAEippOTO, UEIDOVOVTOS TOV KIVOUVO TOV TTOCE®V Kol TNV
evBdppovon 1oV acBevov  vo  avoAdfouov poe abAntik  dpaotnpiotnra.
H Aerrovpywn npdyvmon e€aptdron amd 1 cofapodtnto TG vOGOL Yo TNV TOOTNTO TG
avripetonions. H Cotikng onpaciog mpdyvoon eEaptdtor amd T cofapdmnta TV
OVOTTVEVCTIK®OV EMTAOKOV TOV GYETILOVTOL [LE TAPAUOPPDCELS TNG OTOVOLMKNG GTHANG.

Eunelpoyvopovag kprrikog (S)
Dr Véronique FORIN
Televraio evquépawan: Maptiog 2010

To &yypa@o ovtd amockomel TNV TAPOY TANPOPOPLOV. TE Koo TEPIMTOON eV UTOPEL VO VITOKATOGTOEL
v lotpikn epovtida mov mapéyetol amd €101K0VG EMOTHHOVES Kot dgv Ba TPEMeL va. xpnoiponoteitot cav faon
ywo ) dudyvoon 1 Oepaneia.
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Ecéva .., Ta oora oou 6a
gival moAu svaAwra, kai
av kai 8a omave
ouvéxela, n e§urvada Kai
n xapd cou d¢v fa
CUYKpivovTal |IE KAVEVOC
aAAovu...

Oa éxeic arsAn
OOTEOYEVEDH

= A -

Type | Type | Type IV Type IV Type I

Fermabe Female Male Fermale Fermale
.ﬁ.g\:, I8 yr Ag:, &3 yr .l.;gl:, A0 yr ﬂuge, 35 ¥r ﬁ.g: b yr
. rlgh!. 1I71cm Hes ght. 137 cm H:ig ht, ) cm Hfi;a_ht. 124 cm H:ig:ht. o4 cm
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5.1 Noonigvtikng Aigpyacio

AteM|g ooteoyiveon (AO)

Osteogenesis imperfect

Noonievtikn ektipnon

Noonievtikn owdyvoon

[poypappatiopnds vooov

Egappoy

A&woroynon

Kotd, 2" nuépa

voonieiag acBevng pe AO

mv

0 0TO10G PEPEL KLKAOTEPT
yoyovapnka,

TOPATOVIETOL Y10, £VIOVO
dAyoc. [Mopamnpeiton
GLVOPPLMOCT]  TPOCHOTOV,
avnovyia, @oPog,

arpobouio. oty  «ivnon,

oYpOTNTA TPOGAOTOV,
avénon ATl
(145/85mmHg) Kot
ToLKAPdio (100/min),

advVOio KOTovOnoNGg TOL

Oepamevticod  oyeSIAGHOV

[T6vog mov oyetiCeton pe |-

™ vdGo AOY®

gvbpavotodTTog TV
ootV gfoutiog  YOUNANG

00TIKNG nalag

KobBopiopdg ™mg
avtiinyng tov  mOVOL
Kot G avtidpoong o’

ovToVv.

Eoc ™ M&n  tov

wpopiov

Kd&ioyn tov ovoykov
YW OVTILETOMION TOL

TOVOL Kol TOL GyXOvg

nmbnke  amd 1OV
acBeviy vo xabopicet

To. onueio Tov TOVOVL,

tov  TOmo KOl TNV
évtaon  tov  wOVOv.
v ap1OunTIKn
KATpoko (tov
tonobétnoe oT0
voOuEPO 7)
1) Xopnynonkav :
- Avoiynrtika
EMINESO (1)

O aoBeviic mopovcioce
peiwon tov  Ayyovg, TOL
@OPoL KoL TOL TOVOL HEYPL
T0 TéAOG TOL papiov

OmmG eaivetal amno !

Tn Peitioon toV
KAMVIK®OV onueiov kot

CUUTTOUATOV

-AIl eVTOg

(PLGLOAOYIKOV OpimV

-Zpigelg evtog

(PULGLOAOYIKADV OpieV

Tnv npeun  £€xopaon

TPOGMOTOV KoL  TIG
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NoonievTikn ektipnon

NoonievTikn dwdyvoon

Ipoypappatiopnds vooov

Egappo

A&roroynon

oYeTwKd pe 1 voGo.

[Ipoxertan va mhpel

e&umpro.

Kot Tov OBov

noapokeToporn (1V)
KOTOTLY  1OTPIKNG

oonyiog

- Xopfiynon
Brrapivng D ko Ca
o€ TPOANTTIKY|

doom

- Xopfiynon
SUPOCPOVIKOV €
aTpikn odnyio Yo
avénon  avtoyng

TOV 0GTOV

2) EEaocpaiiotnke Mpepo
neppaAlov, amoguyn
EMGKENTNPIOV,EVIOVO

V POTIGHOV,

3) amdomoon TPOGOXNG

pe Npeun cvihon pe

KIVIOELG TOV COMOTOG

Znmbnke  omd  tov

acBevi] va kabopicet

0V TOVo- (tov
Tomobétnoe 010
voouepo 3)

Kartavonce T0
OepamevTikd

oXeO0CUO OYETIKA UE
™V Ao TOL KoL TIg
KatevBouvnpieg

odnyiegc  katd TV

££000 TOoV
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NoonievTikn ektipnon

NoonievTikn dwdyvoon

Ipoypappatiopnds vooov

Egappo

A&roroynon

4)

5)

OKOTO TNV €AATTOON
00 @6Bov Kol TOL
noévov. TomoBetnOnike
o€ 0éon oV

avaKoveilel Tov THVo.
EvBappovetan va
exepalel to dyyog kot

ToVG POPOVG TOV

Evnuepdbnke 10
VOGNAEVLTIKO
TPOCAOTIKO, ot

euclobepamevtés, Ot
TPOVUOTIOPOPELS KoL
ot oweiot Yo
aKwntonoinon.
Onowodnmote
Kivnrozmoinon Vo
yivetar pe mpoooyn

KoODC  OmOdNTOTE
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NoonievTikn ektipnon Noonievtikn owdyvoon | Ipoypappaticpnods vooov Eq@appoyn A&roroynon

kivnon  pmopet  va
TPOKAAECEL
emmpocheTo  KATOYLOL
o6T0. LOKPE 0CGTA, GTO
TAgLPdL, OTOVG
OTOVOVAOLG
(e€apetikd e00pavotn
N OVYEVIKN HOipa NG
OTOVOLMKNG  GTNANG)
N opatouoTo

EMeppo  yvaocsov | 1) Axwnronoinon 1

OYETIKG. Le 0 Kwnronoinon pe

Oepamevticd HEYOAN TPOGOYN

OYESOGUO TTOV OpOPdL 2) Xoprynon

™ V660 OVOAYNTIKOV o€

UETPLO-EVIOVO TOVO

- Tlopaxetopodin ot
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NoonievTikn ektipnon

NoonievTikn dwdyvoon

Ipoypappatiopnds vooov

Egappo

A&roroynon

Povmpoaivn
GUGTNUOTIKG

edv 0 TOVOG
elEYyETON n
avVOTEP® YOPNYNOoN
ocvveyileton yo 660

yperdleTon

edv o moOvog dgv
eAEYETON t01E
umopet va
yopnynOel Kwdeivn

(am6 1 étovg)

edv 0 TOVOG
eEaxolovbel va
voiototat, totE
yopnyeiton morfine
syr (omd PBpépog)

(apod M KmdEIvN
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Noonievtiki) ektipnon Noonievtiki owayvoon | Ilpoypappotiopnos vocov Eopappoyn A&oAdynon
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oonyia
3) axwnromoinon TOV
akpov  (mpémer  va
yiveton HETA ™m
xopnynon
AVOAYNTIKOV)
‘EMepo yvooewv
1) Zvotnpatiky
CYETIKA HE TN VOGO
avaAynocio
Katd v €060 amd 10
VOGOKOETD 2) Xopnynon Prapivng
D 1 ka aocPeotiov
Kaf’ OAn ™ Sdpkeln
Cong
3) H pvoiodepomeio
BeAtidvel mv
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NoonievTikn ektipnon

NoonievTikn dwdyvoon

Ipoypappatiopnds vooov

Egappo

A&roroynon

4)

5)

avtovopia, LELDVEL
oV Kivduvo TTOoEMV
Kot gvBappldvel  Tov
acBevn va,
TPOUYLOTOTOUWOEL [l
afAnTIy

dpacTNPLOTNTA
E&omAiopog
OKIYNTOTOINONG

0otV (Gve Kol KAT®

Gkpov) mpémer  vo
VIAPYEL TavTo
dlabéopog

lNa oapketd pikpd
KOTOYLLOUTOL Yopic

uetatomon (ta omoio
o acBevng Ba padet vo
avoyvopilet) givo

OMOTEAECUOTIKOL Ol
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Noonievtiki| ektipnon

Noonisvtikn diayvoon

Ipoypappatiopnds vooov

Egappoy

A&woroynon

6)

vaponkeg Kot
YPNOLLOTOL0VVTOL

uéypt va eEapaviotel

0 TOVOG

[MBavy  yepovpykn
enépPaon o
opBomedikd ot

KOTAYHOTO PE  HEYEAN

TOPEKTOTION
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MEPOX TPITO

6. XTpatnyikog oyeoracnog yo tig RDs

H gvawsOnromoinon tov kowod eivar peydAn kor ohoéva kot av&dvetor avaykdlovtog

TIG OMMUoGieg apyég va Aapouvv pétpa.

Etvon xoupdg yua tig dnuoocieg apyéc va Adfovv ovclactikd pétpa kot vo Bewprcovv Tig
RDs mpotepatdtnTa TG dNUoctag vyeing Kot va avaidfovy dpdon yio Tovg acbeveic Kot Tig

OLKOYEVELEG TOVG.

2oppova pe €yypago tov WHO 7y tig RDS kot pe v avoaeopd «@dppoxko
TpoTEPOOTNTAG Yot TV Evpdnn Kot Tov KOGH0» avapEpel OTL LITAPYOVY AKOUO LEYOAN KEVA

o711 YVOon Tov oyetiletal pe v avdmtoén Oepaneidv yua 1ig RDs.

Ot moMtikol pémel voo cuveldnTomomacovy 0Tt ot omdvieg Tabnoels ivor Eva kpicipo

Oua yuo tepimov 30 exatoppvpla dropa oty E.E.

Etvor advvato mévimg vo dnuovpyndet pa eBvikn otpatnykn dnuociog vyeiog yo kéoe

pia Tadnon. H olMotikn tpocéyyion pumopet va mapéyel KatdAAnieg AOGELS.
Kotdiinieg moMtikég vyeiog pmopodv va avoartuyfodv otovg Topeig
- Emomung ko Broiatpikng
- Buounyoviog
- 'Epegvvag kot avantuéng eoapudkov
- Evnuépmong kot eknaidevong OAwv 6oV epumiékoviot
- Kowwvikng Kot vygltovopukng epovtidog
- Evdovocokopelok®mv Kot EEmVOGOKOUEINKOV Oepameidv

[Tpoxeyévov va evioyvBel n KMviky €pguva, €ivol emTaxTiky 1 avdykn yio o1ebvi
ocuvepyacia. Opmg vdpyel LkpOG GLVTOVICUOS HETAED TV EpELINTIK®V gpyactnpiov. [
T1G omavieg TadNGELS, o1 TOPOL gival TOAD TEPLOPIGHEVOL KAOMDG 0 aplBudg Tov achevov eivat

TOAD LKPOG.

Ot cVALoYOl aoBevDV KaTAPEPAY VA EVAICONTOTOCOVV TO KOIVO KOl TOTE LINPYE Kot
mpoodog ot Bepomcion TV acBevdv. Metd v guEAvVion TOV TPOTOV CLUTTOUATOV

dtdeTanepdym» yio 1 didyvmon, n onoio Uropel va S1pKEGEL XPOVIaL.
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Metd v 01dyvoon akoAovBel «aydvac» va evnuepmBodv kot va katevBuvBoiv otovg
Kat@AANAo. apuddiovg eopeig (av vapyovv) dote vo. AaBovv v katdAinin Oepancio (av

éxel Ppebet).

Mo va oviiAneBovv teMKd 0Tt | VYELOVOLUKT PPOVTION Kol 01 KOWVMVIKEG TAPOYES Etvat
avemopkeic. o opropévec acBéveileg dmwg o otkoyevig Mecsoyelakog mupeTds, To GHVOPOLO
evfpavotov X 1] Yo TMV KLOTIKN tveo, 1aTpikd TPOTOKOAAN KOl OPIGTIKOTOMUEVO 1OTPIKEL

KOW®VIKG KO EKTTOLOEVTIKA TTPOYPALLLLATO VITAPYOVV GE OPIGUEVES YDPES.

To yeyovdg elvan 0t o1 meprocdtepeg RDS elvan yevetwésg mabnoelg kot Oa mpémet va
EQUPUOCTOVV TTPOYEVVNTIKOL KaBMG Kol AAALOL TPOGLUTTOUOTIKOT EAEYYOL KOl Vo evtayOovv

OTO TUNHOTO TTOATIK®OV ONUOCIOG Uyeiag.63

H EA\éoa ota mhaicio cuvepyasiog yuo tn didyveon, Bepaneio Tov ondvimv tabncewv
Kol Yoo TNV EVNUEPMOOT TOV emayyEALOTIOV Yyelog o BEpato OV apOPOVV TIG GTAVIEG
nadnoeic mpowbel pérpa.
H evioyvon ¢ ovvepyasiog kot tov cuvrovicpov oe Evpomaikd emimedo pe
oovppetoyn ™¢s EAAGOog ommv Evpomaikh emtpony) tov Ewdwov ywoo 1o Zmdvio
voofjuato. (to 2003 n IMavedqvie ‘Evoon yuw tic Eméwviec IMobnoeig — TMEZITA
evtadooetal otov Evponaikdé Opyaviopd — EURORDIS
H BeAtimon g avayvopiong Kot TpoBoing tov omdvieov tadncewv, pe v viobéton
TOV EVPOTOTKOV OPIGHLOV
— TnAeontikd spot and [NEXTIA ot EAAnvikr Etoupeio Znaviov [Habncewv kot Opeovov

®appakev ( EEXIIO®)

— Exonlooelg ywu v Ioykéocpia Huépa Zméviov ITloBncewv pe oxomd v

gvoeOntonoinon Tov KOGV

6.1 EAAGO0

6.1.1 H otnpitn tov EOvikod oyediov Opacnc yia Ty AVTIUETWOTICN TOV CIAVIOYV

malncewv (2008-2012)

— Ot ombvieg TabNoES amoTEAOVY TPOTEPALOTNTA OPAGNS GTO TANIGLO TOV VEOL

npoypdupotog (2008-2012) kot epapudletar OMOTIKY TOMTIKTY Yo TO OPPOVA

QAPLOKOL
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AmootoM] : H viomoinon otaBepnc Prdvoung kot opilovTiag oTpaTnyIKNG LIEP TOV

ondviov Tadncewv pe 6Komo !

— Tn ocvAloyn €ykvpng kot aldmotng TAnpoeopiog

— Tnv anoteleopatikn mepiBaiyn kot woldtnta aclevoig e omdvia mdonon

— Tig otoyevpéveg dpaoelg

— Tn 0éopevon yuo cuvéyela

Alovac 1 : ETKAIPH ATIAI'NQYXH

Apbon 1:

Apdon 2 :

®¢omion Nopobetkod miaiciov Ilpocvuntopatikov [TAnBvouiokon
EAéyyov (screening)
Behtioon ¢ AwBeoipodmrog kon [IposPacipudmrag o Atayvootikég

Aoxpacieg kKo 'evetikn Zopfovientikn

Afovac I : OEPAIIEIA

Apbon 1:

Apdon 2 :

Atovaoc I1I :

Anuovpyioa EBvikov Tlpdtvnov Kévipov eEetdikevong kot Béomion

[Metomompévav ZopuPoviwv yio tigc RDs
Behtioon Awdikacidv Awbecipdommrag Opoavav appakov

IHPONOIA

Apbon 1:

Apdon 2 :

Avtandkpion otig Ewdikég Avaykeg tov Atoumv mov mdoyovv omd

2ravieg [Mabnoelg Kot Tov 01KoyevELDY TOVG

Avoyv@dp1loT Tov 0KOVOUIKOV KOGTOVS TV Xrdviwv [Tadncewmv

Aéovac IV : EPEYNA

Apbon 1:

Apdon 2 :

EBviko apyeio Zndviwv [Tabnoewv

[IpomOnom épevvag yia tig RDs

Atovac V : EKITAIAEYXH

Apdon 1:

Behtioon g [TAnpopopnong kot tng I'voong acBevdv kot cuyyevav

TOVG
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Evépysiec YAomoinoncg

Anpovpyia MAepovikig ypouung Pondetag yio RDS

AvabBeon ota mpoétuma kEvipa €EEiKEVONG TG OMOGTOANG Vo
TOPEYOLY TIC TANPOPOPIES Y10 TIG SIAPOPES VITOGTNPIKTIKES OPAGELS

Yo 0o0eVEIQ KO TIG OIKOYEVELEG TOVG

Exnaidevon wor  Pektimon g  evmuépwong  petald  tov

EMAYYEALOTIKAOV VYELOG KO TV GYOMK®V YIUTPOV
Anpovpyio evnpep®TiKod VAIKOD

Anpovpyia  emionung wotooeAidag yw RDs (ota ednvikd —
uetappaocn Orphanet)

Anpovpyioe  mpoypopupdtov  vrootnpiEng  acbevov  pe

dwpecorapnon avedptnTov HIKTLOV VOGTAELTOV

Evioyvon g owovopukng vrootipiéng mPog TouG GLAAOYOLG

oofsvav

Apbon 2 : Exnaidoevon Emayyeipatiov Yyelag yio Axpiéotepn kor Toydtepn

Awryvootikn Atepebhvnon Kot KaAdtepn Oepamevtikn AVIILETOTION

Evépysiec viomoinong

Ewoaymyn tov 8épatog RDS 6tov 101pikd KOKAO GTOudmV
Ewcayomyn 0patog ota eTpope®TiKd TpoypaIaTo EOTKOTATOV

Opyavoon cepvapiov kKot evoTNTOV cuveXLopevns ekraidevong

Y10 TIG OTAVIEG TOONGELG

Avamtuén  elKOV  eKmadeVTIKOV  gpyolieiov  online  oTig

16TOGEMOES TOV POV POPEDMV

Opyavmon EKTOOEVTIKMOY TPOYPUUUATOV OPYIKNG KATAPTIONG KoL
oovellopevng  eKmOiOELONG ITPIKOD KOl TOPAIOTPIKOD

TPOGMOTIKOV

AteEoymyn opIMOV, CELVAPIOV, ETGTNUOVIKOV GUUTOGI®V
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[Mopoyés vmotpoPudv Ko evOEppLVON VE®V EMGTNUOVOV GTOV

Topéa NG oLVENILOUEVNG LOTPIKNG EKTTOIOEVLONG

Aovac VI: ANAIITYEH YTPATHIIKHY TIOY BAXIZETAI YXTHN
ETAIPIKH XXEXH
Apbon 1: Anpovpyia  EfBvucig IMioteoppog xor  Evepyd Zvppetoxyn oto

Evponaiko Alktvo yuo 11g RDs*

6.1.2 Avayvapion tov ORPHANET ue ®EK

H EAMvik kvPépvnon avayvopiler pe to vopo 4213, dpbpo 24 Zmbvieg Nocot
(odmyiag 2011/24/EE) 9.12.2016

a) 1o ORPHANET wg v enionun Pdon dedouévov yio tig RDS

B) Anuwovpyei uéviun Ebvikr Zvvroviotiky Emuponp RDs xot kobopiler Tig
APHLOJOTNTEG tng65

6.1.3 Yrovpyeio IHaidcioc kar RDS

To Yrovpyeio modeiog Oeoniler «Eicaywyn omv Tprrofdbua Exnaidevon atopmv mov
Téoyovy and coPapiés TaONGEIGH HETAED AVTMV KOl GTLAVIO. GLYYEVT], KANPOVOUIKA 1] EMIKTNTA
oLVOPOLL. — VOSIHATO OTOV EKQOPAlovtal pe coPapéc KMVIKEG EKONAMGELS TOV TPOGOIOOVV

avamnpio TovAdyiotov 80%.

Ot mobnoelg mov mepthapfdvovtal exionua gival 68. ApkeTéc amd avTéG eival OTAVIEC,
Om®G © TOPPVPO, VLYTEPVI] TOPOELCUIKY  OLHOGPalpvovpia, GKANPOSEPLD, TOAAUTAN
vevpoivopdtwon, véco Wilson, voso Crohn, voso Gaucher, vocog Fabry, Bapid wokvotikn

voo0, duotpopio Duchenne k.a *°

6.1.4 Xvvraln en’ aodpioctov

Enéktoon tov mabfcewv yoo Ti¢ omoieg M dwdpkelo avamnpiog TV ac@oAMOUEVODV
kabopiletar en’ adpiotov (cOvoro 29 mabnfoelg). Emavieg mabnoesig 6mwg @ V. Huntington,

YEVETIKG GUOVOpOU YP®UOCOUATOS, VOooc PICK, cuyyevig mop@oALYdONG emdepUOALOT,
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vococ Gaucher, poikég duotpoeieg, LeTOPOMKES TAONGELS, TVEVLOVIKT tV®GT], OEPUATOLOYLKG,

, . . 7
voonuota k.0 nsptkauﬁavovrm.e

6.1.5 KEEAIINO (Kévtpo EAéyyov & MIpéinyng Noonpdtwv)

- Anuovpyia EOvikod Apyetov Xmaviov Nocov

H avantuén evog eBvikov apyeiov omaviov tadnoewv givol factkr mpotepoatdTnTa Yo
™ XOpa Hog
- Zoppetoyn mg yopoag pog oto EUROPLAN (European Project for Rare Diseases

National Plans Development) pe otdyo v epapuoyn Lyedimv Apdong — ZTpatnylkov
(2008-2012)

- Ipodypoppa E — RARE 2 (2010-2014) éxer g oxomd tnv ovamtuén Kot tnv
APNLATOSOTNGN TOV EOVIKOV TEPLUPEPELNKDOV TPOYPAUULATOV Epevvag oTig RDS kot v

€0paimon evOG AMOTEAECLOTIKOD OIKTVOV AVTIUETDTICNG TOVG,.

- H Tevikn I'pappozeio Epgovog ko Teyvoloyiag (ITET) avédaPe t ypnuatoddtnon
v épevva Vyovg 200. 000€

- H EAGoa ovppetéyer oty Emitponn Epnepoyvoudévov g Evponaikng Enttponrg
v 1 Emavieg Nocovg (European Committee of Experts on Rare Disease —

EUCERD) yiwo tqv mpodOnomn g £€peuvog Kot TNV avToALay YVOCE®Y Kol EUTELPIAG.

- H EAéda ovppetéyer oto ORPHANET péow tov KEEAIINO pe to mocd tov
50.000€ g €Bvikn ovppetoyn yoo TV avAmTuEn Kot Tn PETAPPacT NG oeAdNS oTa
Eanmd.es

6.2 Evpomn
6.2.1 Eurordis

Am6 1o 1983, k4be ypdvo n E.E emdéyer éva dapopetikd Bépa yio 1o «Evpomaikd étog»
pHe okomd vo evnuepwosl, va. evotcOntonomoet. To EURORDIS mpoteiver 1o 2019 va
avaxnpvyfel «Evponaikd £roc yua t1g Xnavieg [Tabnoeig». M’ avtov tov 1pomo, o vrapEet
duvaTOTNTO OVEDPESNS AVGEMV Y1 TIG TPOKANGELS TOL avTIpeTOnilovv Kabnueptvé 10660 o1

acOeveic, 0G0 KOl Ol OIKOYEVELEG KOl Ol PPOVTIGTEG TOVS, Ba evOappLVOOLV 01 EpEVVNTEG EVD
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Ba Pondnoetl 610 va dnpiovpynBodv kKaAvTEPES GLVONKES VYEIOVOUIKNG TTepiBaAyng aAAd Kot

KOWMVIKNG KOl WUTPIKNG PPOVTIOAS Yoo OAOVG.

Kolobpaote 6A0t va ekppdcovpe dSNUOcia Ty vrootpién Hog tpocshétovtag 1o Ovoud
pog oe €101kn oelida (create a buzz on social media via facebook or twitter using the hashtag
# EYRD 2019).

N

! o N L)
ASES 2
oDisE
| mAaRE

6.2.2 IRDIRC (International Rare Diseases Research Consortium)

[pwrtapykoi otdyot ¢ IRDIRC givar va. :

- Koraotel duvot n 01byveoon 660 To SuvaTOV TEPIGGATEPOV CTAVI®DV OO GEWDV.
- Zoppdriet oty avdmrtuén 200 véwv Bepameidv péxpt to 2020.

- Ymbp&er tpdodog mpog Eva dtayvwoTtikd 1ot Yo T RDS.

IovAloc 2016. 'Evag apiBudc véov aobeveldv mpootifetan oto Orphanews oto tunua
«Néa ovuvopopo» oe unvioio Paon.Ymhpyer o Katdroyog T@V VE®V QAPUAK®V Oove £TOG.
(Bpeite mepiocotepec nAnpogopieg oto Orphanet Report Series “List of Medicinal products

for rare diseases in Europe™). 3

7. Aror000Sa onueia

7.1 EMNViKO @appnoxo dciyveL To 0pono e avamtvénc

H xopmcrtativn (compstatin) avikel ce eAinvikn start — up, éiafe tov yapoaxtpioud
«OPPAVOV» PAPUAKOL, KATL TOL GLUPaivEL TPAOTN POPE GE OTL APOPA EAANVIKO POPLAKEVTIKO
TPOIOV Kol LIOoYETOL HEALOVTIKA Ogpomeia mAN0ovg vOowV, amd To OVTOAVOGH G TOV

kapkivo (Iéavvng Aaumpng).
Mmnopet va ypnopomom0et yro toAAEG ac0éveleg OmwG :

EKPUALGT OYPOS KNG
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GTIG LETALOGYEVGELS VEQPOD

OGNV TOPOELGLUKT] VOYXTEPIV] QLLOGPALPIVOVPIoL

otV apokdBapon
GTNV TEPLOOOVTITION

G€ OPIGUEVOLG KOPKIvOoug

pevpatogdn apbpitda ..

O NPWTAYWVIOTIKOE pOAOC
ToOU oUpnANp@Haroc
arnv_epdavian agleveioV

Me noiec naBiohoyieic BiaTopa e
Do owwbeBei i Evepyonoinor Tau

B Tpaldpa, ryradpota

B E0wEpbjd alatn g
GAEY DV ESOUE andupiont,
ﬂrﬂ;mpla

B Weplaot
B MuasSivoa Cravis

B Oy O IR, 0 L T TLaB g
Rikog

W NapaEuomn VUK TEpIVE
LT ST

B Kknpovopikd ayynaoibnga

B flakianin Tpuem

B E(wGpogea Tpiyosst i S ppoti;
W NMoyuoapsia, Sofhimeg

B Kopeivog

B ANOpRpT) POTEEVRATMY

B Anofiobic oy EYEUMoTOV]

B ArpoxaBapon

|
il A e ] gy (L 3]
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Niaog ARTONARIED, CyMEPalIRD,
AN, oplapaEvin

HMEIoKT ERGOMT ipds Erhibo,
yRadewya, Safnunng
appifinorpoabonaien

— MEepinSouringa

Ao ahEpyiEC, KUTTIEN hamom;
Elvdpopn oleing ovmnveu oTe e
HuryEpamg

—— Epgppaifia Tou juokapslou

AR UTIRG oUdallikd SoWEpa|ia,
LEpPaavalng pakaaTic]
oneipapaTovegpimba, veppinia
Tau Alkou

PrugaTtorahe aplpltiba

fbaos Tou Crohn

AEnpomilnpw o, ayyoilniEa




7.2 Mpoyevwntikd teot aviyvevel 10 90% tov cofup@V YEVETIKOV voonudatmv (ne

EMMVIKT <VTOYPaO»)

To 1e0t avtd Pociletar oe eEehypéves neBddOVE AVAALONG TOL YOVIOIOUOTOS TOV
eufpuikdv kuttapov mov Aaupdvoviar oto 1° Tpiunvo and tpogoPfrictn 1 oto 2° and to

apviaKo vypo.
Mmropet :
1) va dwyvooet mOaviG TaBOAOYIKEG YPOUOCMUATIKEG OVMLUOAEG

2) va ehéyyel maboyoveg petarraters 305 yovidiov mov mpokarodv tepiocotepa amd 350

. , . 71
YEVETIKA Voo LaTa 6Tov AvBpmmo.

7.3'0tav N TEYVN 0TOOELKVVEL TO OLULPOPETIKO

O yvootog potoypdeog Rick Guidotti petd ond por a&idhoyn Koplépo 6To YOPO TG

pnodag, amoPacioe va @OToypaPicet pia yovaika e avamrnpio.

Oewpovtog mwg givor TOAD okAnpd v éva yovido vo avtikpilel ewkoveg Katd v
avalntnomn TANPOPOPLDdV GYETIKA HE TN VOGO TOL OOV TOL, THPE TNV omdPAcT Vo
«YPNOLUOTOMGEL» TNV TEXVN TOV, TPOKEWEVOD VO avadEIEEL TV OLOPPLE TOV TAGKOVI®OV, LE
AmMOTEPO GKOTO va OAAAEEL TN otepedTLAN KOV TNG Kowvoviag. Oélel va Ocifel Tmg T0

OLLPOPETIKO UTopel cuYYPOVHOGS va givor Kot mpado.

Agite 10 emionuo  Tpéilep  TOL  VIOKIWOVTIEP  ©oTO  hitp://www.you
tude.com/watch?v=3zOPXTUNIK#t=18"

7.4 Kopnavie ywo tnv_évroln tov ApeA : «[Noti, mwowog sivan télerog; Erdte mo

Kovta!»

O EMpetwcog opyaviopdg (apopd dtopa pe avoammpieg) Prolnfirmis 0élovtag va
TOPAKOVVINGEL TNV KOwmvia Kot va Katappiyel v €ikoéva Tov TéAE0V, TpOPaile KoOKAEG
ota TPOTLTOL OTOHMV UE E0KEG avAyKes, TOmOOeTOVTOG TEG OE KEVIPIKES Purpiveg o€

TOAVKOTAGTILOTOL TG x(bpag.73
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7.5 O Nikoc I'oviéc otnv 5" 0éon oto Pio

O Nikog I'oviog etvar péhog g IMEZIIA, dwd tovg moudl. AOAntig ¢ EBvikrg
AOAnTikfc Zvvopoonovdiog Atopov pe Avamnpio, o onolog kotéhafe v 5" 0éon otov

3 r r 7 ’ , , e , 9
Kopiva. Xt0 Tpodcwnd Tov PAETOVE EATTION, TIOTY EMUOVN Kot TNV aydmn yu T {on.




7.6 Amo 10 0pOOVOTPOOELO 6T0 Pilo

H Tatyana Mc Fadden yevvnOnke pe dwoyion pdaym. Hrtav mopdiotn omd ™ péon kot
kdto. Ta 6 Tpdta xpoévia g (oNg ™g ta TEPAcE G€ 0pPAvOTpoPEio. AcyoAndnke pe Tov
afAnTIcud.

To 2016 ota ESPN ESPYS n Tatyana moapovoidotnke o¢ 1 «kaAvtepn abintplo pe
avammpio» Yoo T cuveY EMTLYIN TNS KO TO KIVIITPO VO OVTILETOTILEL TIC TPOKANCELS TNG

Comg.

8. «Audonpow> ac0eveic pe ondvieg radnoelg

O 1o yvootog EAnvag pe poachévela @ Apiototéing Qvaong.

"EAAnvec acOeveic :

- Xoopio Moavoldkov (tapovotdrpia) : cvvdpouo Crohn
- OpBovia [Mamaddakov (yopvaotpia) : ZkANpovven Koté TAGKeS

- Podha Kopounid (mapovcidotpia) : Idtomadng molvopvocitid
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Févor aobeveic :

- XmPev Xoykv I TAQYLOL OVATPOPIKT) GKANPVVGT

66
HMHowever difficult

life may seem,

there is @l ways

something you can

dO ana Succeed -
al.

~ Stephen Hawking

- Mopykav Opipav (nbomotdg) : wvopvakryio
- Bévovug N'ovihopg (teviotpa) : v. Sjogren
- Tévo Mrpaé&rov (tpayovdiotpla) : £ E A
- KaOhv Tépvep (nBomodg) @ P A

- Mdauwch TC. ®o& (mbomordg) : v. Parkins

WEe Ore
(A

o

e
<&
=

Together we are

STRONG.™
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10.

11.

12.

13.

BIBAIOT'PA®IA

tv spot E.EXILO.® (Emomuovikn Etapeio Zmaviov IMabhoeov kor Opeovdv
dapudrwv) www.eespof.gr 2011
youtube.com 14/2/2014

www.gnomikologin.gr

www.nurstingtimes.net/clinical-archive/genetics/rare-diseases-what-do--you-need-to
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(369" ' Framework

The Vision, Mission, and Goals of Healthy People 2020
Healthy People 2020 objectives. While general in nature, they offer specific, important areas of
m:phax:xwhﬂ'e action must be taken if the United States 1s to achieve better health by the year

mmmdershpﬂfmgFeduﬂInHagmcmeigm@{FTW} the Healthy

Panple 2020 framework is the product of an exhaustive collaborative process among the
U5, Department of Health and Human Services (HHS) and other federal agencies, public
stakeholders. and the advisory commuttee.

Vision—Aa society in which all people live long, healthy lives.

Mission—Healthy People 2020 sirives to:

Identify nationwide health improvement prionties;

Increase public awareness and understanding of the determinants of
health, disease, and disability and the opportunities for progress;
Provide measurable objectives and goals that are applicable at the
national, state, and local levels;

Engage muliiple sectors to take actions to sirengthen policies and
improve practices that are driven by the best available evidence and
knowledge; and

Identify critical research, evaluation, and data collecticn needs.

Owverarching Goals

Altain high-guality, longer lives free of preventable disease, disability,
injury, and premature death.

Achieve health equity, eliminate dizparities, and improve the health of
all groups.

Create social and physical environments that promote good health
for all.

Promote guality of life, healthy development, and healthy behaviors
across all life stages.

R
]

N

www.healthypeople.gov



TRANSLATIONS OF WONG-BAKER FACES PAIN RATING SCALE*

ENGLISH

SPANISH

FRENCH

ITALIAN

PORTUGUESE

BOSNIAN

VIETNAMESE

CHINESE'

GREEK

ROMANIAN

0-5 coding

0-10 coding

Mo hurt
No duele
Pas mal
Non fa
male
Nio doi

Ne boli

Khéng dau

LS

Aev Movai

No doare

1

-

o

Hurts little
bit

Duele un poco
Un petit
peu mal
Fa male
un poco

Doi um pouco

Boli samo malo

Hii dau

ok

MMoval At

Deare putin

Hurts little
maore

Duele un
poco mds

Un peu plus
mal

Fa male
un po di piu

Doi um
pouco mais

Boli malo
vide

Dau hén
chiit

5 ¥
v d
$iik
Movat Aty
[ho Moky

Doare un
pic mai mult

P

(00
b

—

3
6

Hurts even
more

Duele
mucho

Encore
plus mal

Fa male
ancora di piu

Doi muito
Boli jod vise

Dau nhity
hon

L

Mok

Doare
& mai mult

/8"

Hurts whole
lot

Duele mucho
mds

Trés mal
Fa molto male
Doi muito mais
Boli puno

Dau thit
nhiéu

i

Movat Mo
[okv

Doare
foarte tare

A8~

li-ull

Hurts worst
Duele ¢l
miximp

Trés trés mal

Fa maggior-

mente male

Dol 0 maximo
Boli najvise

Dau giia
do

ki

Movat
Mapa Mokv

Dinare cel
mai mult

FiGuRE 4.2 Wong-Baker FACES Pain Scale. From Hockenberry, J. |.,
Wilson, D., & Winkelstein, M. L. (2005). Wong’s Essentials of Pediatric Nursing
(7th ed., p. 1259). St. Louis: Elsevier. Used with permission.




FLACC Scale’

Frequent to constant
frown, clenched jaw,
quivering chin,

Occasional grimace
or frown, withdrawn,
disinterested.

No particular
Fi:'tl: e expression or smile.

MNormal position
2 LE!]S or refaxed.

Kicking, or
legs deawn up.

Uneasy. restless, tense.

Lying quietly, aiia s
S &5 Squirming, shifting back Arched,
3 AE"U""’F ﬁnmal;:;?ﬁf' and forth, tense. rigid or jerking.

Crying steadily,
screams or sobs,
frequent complaints,

Moans or whimpers;
occasional complaint.

Mo erying

4 Cr'f {awake or asleep).

Reassured by occasionsl
tauching, hugging or being
talked to, distractible.

Difficutt to
console or comfiort.

B Consolability | coner i
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FLACC Pain Rating Scale San Diego

A oibd o] el iy S50 Formi Dty B, L. DEA, Hinilties i iy Sona. AL Frghl restreell

For infants to 7 years of age

Category Scoring
0 1 2

Face Noparticular expression Occasional grimace or frown Frequent-constant quiver
or smile withdrawn, disinterested chin, clenched jaw

Legs Normal position, relaxed Uneasy, restless, tense Kicking or legs drawn up

Activity Lying quietly, normal  Squirming, shifting back &  Arched, rigid or jerking
position, moves easily  forth, tense

Cry No cry (awake or asleep) Moans or whimpers; Crying steadily, screams,
occasional complaint sobs; frequent complaint

Consolabilty Content, relaxed Reassured by occasional Difficult to console or
touching, hugging, or being comfort
talked to, distractible
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