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Hepiinyn

Ewayoy): O 0pog vOGOC TOU KIVITIKOD VELPMVO TEPLYPAPEL IO OUAS0  TPOOSELTIKA
e£eMooOUEVOV GTN (OOT TOVG VEDPOAOYIKADV VOOMV, GyVWOTNG OUTIOAOYIOG, OV EMNPEALOVY TOLG
KIvVITikovg vevpmves, H ekpuAion Tov KivnTiKdv vEupmveov odnyel 6€ adLVaLLioL Kol aTpopior Tmv
HOAV, TTOL TPOKOAEL GTAOIKT CTTMAELD, TG KIVIOTS TV AKP®V Kot GoPopEC SUOKOAEG GTIV OpAia,
OTNV KOTOIOOT KO GTNV OVOSTVELOTIKT AELTOVPYIo, Kot TEAMKE ToV BEvaTo OTIC TO KOWES LOPQECS,
[Mapd T1c €vroveg mpoomdbeleg o epeLVNTIKO EMimed0 Oev €xel Ppebel akdOpo amoTEAEGHOTIKN
Beporeion Ko 1 KAWVIKY| OVTIETOMOT TNG TTOPOLEVEL GULITTMOLTIKY] KO VIIOCTNPIKTIKY).

Ykomoc:. O 6KomOG NG £PELVOC EIVOL T) KATOYPOPT, TV KOWMVIKO-ONLOYPOPIKOV KO CYETIKADV LLE
™V VOG0 Kot Oepamentiky) TapépBocn otoryeimy mov apopovy Ta. dropa e MND oty Kompo.

MeBodoroyio: H cuykekpyiévn gpeuvntikn mpoomdbeio ypnoylonotel mocotikn HEBodo Epeuvag.
Tov mnBvuopd perémg amotédecav GAot ot ev {on acbeveig pe MND mov mapoxorovBodvron omd
T nudotes vimpesiog vyeiog kon To INIK.

Amotedéopara: Tnv mepiodo dieboymmg ™mg Epevvag kataypdpnkay 79 acbeveig e MND, e tov
avTPIKO TANBLGUO VO £)EL LIKPT TAEIOYNOIRL KoL TO HEYOADTEPO TOGOGTO 0GOEVAOV NAIKIOKA VoL
Bpioketon peta&d S0 - 70 etmv. To peyoddtepo mocootd acbevav et ALS. To 97% tov acbevmv
ouvéCe va dlopévet oto ottt Tov. [Tocootd 27% (odcav pe EREUPOTIKY OVOTVEVGTIKN VITOGTNPIEN
LLE OVOUTVELGTIPOL LEGO TPOYELOTOUNG KOt TOGOGTO 65% Ype1alOTaV EIKOGITETPAMPT) PPOVTION.

Yvunepdopota: To peyoddtepo mocootd ochevov av ko Ppioketon 6 mopoywyr mAuio,
EVTOUTOLG OEV UITOPOVV Vo pyactolv. Evd 10 peyoditepo mocootd acbevmv ypetdletar Teyvid.
péca ko Bononpota yo ™m epovtida Tov, dev Exovy mapel dGAot owovopukn Borfewo. To éva tpito
TePimov TV 0c0evav (el L TPaYELOTOT, TO YEYOVOG 0UTO, AEAVEL OKOUN TEPIGGOTEPO TIG OVALYKES
epovtidog, Movo éva 1ococTd ToL VIO PeAETN TANBLGLOD TTopaKoAovOEiTOL 0td YuyoAdYO Kot otd
KOWOVIKO AEITOVPYO, EVO GUUPMOVO. LE TIG OleBvI] KatevBuVTNPLES YPOLLES Yol TN OwElpIoT| TOL
MND 8o vjtay Tpog OQEAOS TV aGHEVAOV KoL TV OIKOYEVELDY TOLG VO, TToPaKoAoLBoVVTaY GAOL 0rtd
TS dVo awTég e10oTTES. Topampetton EMenym KaBOPIGHEVOL VYEIOVOLIKOD TTPOTOKOAAOL TTOL VoL
apopd ™ dwyeipion tov MND. Xmv Konpo to kpdrog dev éxet v vbBovn g @povtidog, obte
erEyyel o€ oo PabUd KOADTTOVTOL Ol OVTIKEWEVIKEG OVAYKES TV 0oeVdV. Agv TOPEYEL KOVEVOS
gldovg mpoxrtikny Ponbeta, avtiBetog pe TG dadkocieg mov akoAovBovvTOL Yo TV YOPMOoN
EMOOUATOV KOl OIKOVOLIKTG Pon0etas, SUGKOAEDEL KO TOAOUTTMPEL TIC OIKOYEVEIES TMV AGHEVMV,
onuovpydvtog  emumdéov  mpoPAuoate. Ay TOPEYEL  GUVTOVIGUEVY], KOOOPIGHEVT  HECMOV
VYEIOVOLUK®OV TPOTOKOAWV EKTOIGELON OTI (POVTION, 0VTE OCKEITOL KOvEVOS €100V EAEYYOG NG
KOTOAANAOTNTOG TV 0AAOOOITADV POVTIOTAOV. AEV LIOPYEL O OTOUTOVUEVOS GUVTOVICUOG OTIG
ECMTEPIKES SLOBIKOGIES TMV VINPESIDV VYELOG KoL TTAPEAANANL GE GYEON LLE TIG VITNPEGIES KOVIOVIKNG
eunuepiac. To KpATog Ogv TAPEXEL GUVTOVIGLEVT], OPYOVAOLEVT YUYOAOYIKT] KOl KOWVMOVIKT otpiEn
Ko eV otveTorn TovOEVA 1) EUITAOKT] TG KOVOTITOG.
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Summary

Background: The term motor neuron disease (MND) describes a group of progressive
nature of neurological diseases of unknown cause, affecting motor neurons. Degeneration
of the motor neurons leads to weakness and muscle atrophy, which causes gradual loss of
movement of limbs and severe difficulties in speaking, swallowing and respiratory
function and eventually death in some forms. Despite intense efforts in research no
effective treatment has been yet found and the clinical treatment remains symptomatic and
supportive.

Aim: This study hopes to lead to deeper understanding of the experiences and needs of
patients with MND in Cyprus today. Acquiring a complete picture as to the coexistence of
these individuals with the disease and the way in which the state responds to their needs
could lead to more comprehensive and effective intervention. This project studies the
impact of the services provided to patients with MND in Cyprus. The objectives of
research are two: first recording of socio - demographic related to the disease and
therapeutic intervention data on these individuals and second to study the experience of
patients and their families with the disease, but also with the services provided and
understanding of the main needs and problems they may face.

Methods: This research effort combines quantitative and qualitative methods in the form
of mixed research design. The research is divided into two separate parts. The
methodology and data collection procedures followed are separate for each of the two
parts. The study population were all living patients with MND monitored by the public
health service and the CING.

Results: During the survey 79 patients were recorded with MND, the male population has
a narrow majority and the largest percentage of patients’ age is between 50 - 70 years old.
27% lived with TPPV and 65% needed 24 hour care.

Conclusions: Lack of specified health protocol to the management of MND. In Cyprus the
state does not have the responsibility of caring or controlling the extent covered by the
objective needs of patients. The state does not provide any practical assistance, in addition
to the difficulty of the procedures followed for granting allowances and financial assistance
which makes it troubling to the patients' families, which in turn creates additional
problems. It does not provide coordinated, specified health education means neither care
protocols nor exercising any kind of examination of the suitability of foreign caregivers.
There is not a necessary coordination in the internal processes of health services and also
in relation to social welfare services. The state does not provides a coordinated, organized
psychological and social support and is nowhere committed to community engagement.
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Y OVTOHOYPUPLES

AIIKY Avowto [avemotpio Konpov

INI'K Ivetitouto Nevporoyiag kot 'evetiknig Kdmpov

15(0) [Maykdopog Opyavicopdg Yyeiog

ALS Amyotrophic Lateral Sclerosis (ITAGyio poatpo@ikny ckAnpovvon)
EMG Electromyography (Hiektpopvoypdonio)

MND Motor neuron disease (NOGOG KIVITIKOV VEVPOV®V)

NHS National Health Service (E6viké cvotua vyeiog Meyding Bpetaviog)

PBP Progressive Bulbar Palsy (ITpoodgvutik| Tapeon TpounKn LueAov)

PLS Primary Lateral Sclerosis(ITpmtonadn TAdyio okAfpvvon)

SMA Spinal muscular atrophies (Notiaio poikn atpoeio)

ALSFRS ALS Functional Rating Scale (Agttovpykn KAipaka Babpordynong ALS)
1z [Howta Zmng

XYTNIZ  Zyenldpevn pe v vyela [1Z

FALS Familiar ALS (Owoyevnic ITAdyia Mvotpo@iki ZkAnpoven)

PMA Progressive Muscular Atrophy (ITpoodgvtikn poiky atpo@ia)

NIV Non Invasive Ventilation (Mn ereufotikn ovomvevoTiKn VTOGTHPIEN)

TPPV Invasive Ventilation via Tracheostomy (Erepfotikn avomvevostikn vrostypién

LLE AVOTTVEVGTHPO, LECH TPOYELOTOUTNG)

ARF Acute Respiratory Failure (Eneiyov avomvevoTikn avemdpkeio)
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PEG Percutaneous endoscopic gastrostomy (Awadeppixn Evéookomikn yaotpoctopio)
TKEAA Tunua Kowovikng Eveoudtoong Atopwmv pe Avammpieg
EE Evpomnaikn 'Evoon

AHK  Apyn Hiektpiopod Kdnpov
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Kegparaw IIpoto
1. Evcayoyn

1.1. IIpocoropiopdg Tov OEpatog

O 6pog v660g ToL KivnTikov vevpmva (MND), meptypdeet o opddo GUYYEVIK®OV HETAED
TOVG VELPOAOYIK®OV VOGOV, AYv®GTNG oLTIoAOYiog, Tov €mNPealovy TOLG KIVNTIKOVG
VELPMVEG N TAL VEDLPA GTOV EYKEPAAO KOl OTN GTOVOLAIKY] OTNAN, to. omoio StafiBdlovv
eVIOAEG oToug poec. Eivor mpoodevtikd eEeAoooueveg ot @UON TOVG VOGOl Kot
TPOKOAOVV oTOdKE TNV adENon TG avikavotntog Kot TeEAMkd Tov Bdvato o KAmOlEg
popeég g vocov. H ekpulion tov KivnTik®v vevpmdvav odnyel o advvapio Kot atpoio
TOV HLOV, TOV TPOKAAEl OTAOWOKY OTOAEW NG Kivnong towv dxkpov kot cofapég
OVoKOAMEG OGNV OMAlL, GTNV KOATATOOT KOl GTNV avomveLSTIKN Aettovpyia. Tlapd Tic
évtoveg mpoondBelec ce egpeuvnTikd eminedo dev €xel Ppebel akOUo AmTOTEAECUATIKY
Oepameio Yo v vOGO ONOTE M OVIIUETOMION 1TNG TOPOUEVEL CLUTMOUATIKY KOt

vrootnpiktiky (Ellison 2008, Hausen, Josephson 2013).

Ev® 0 6pog «vdG0G TOL KIvnTIKOD VELPOVAY, OVOPEPETOL GE VO GUYKEKPIUEVO VTTOGVUVOAO
Ao TOPOUOIEG VOGOVGS, LILAPYOVY TOALAPIOUESG AAAEG OGOEVELEG TOV KIVITIKOV VELPOV®V,
OV G OLLASO AVOPEPOVTOL MG «OOTAPOYES TOV KvnTikoD vevpavay. H o Kowvn popon
™G VOG0V TOoV KivnTikov vevpava ivor 1 TTAdyio Mvotpopikn ZxkAnpvven (Amyotrophic
Lateral Sclerosis, ALS). TToAAéc popéc oty Piprioypapia ot 300 Gpot XPNGLLOTOIOVVTAL
o¢ cuvaovopa. (Kdarapog 2013). Megpikoi ypnoiponotodv tov 6po «NOGOG TOV KIVITIKOV
VELPOVOY Y10 VO ovapeEPBOVV GTO GLYKEKPLUEVO VTTOGHVOLD VOG®VY oL TTEPAAUPAVEL TO
ALS kot dAdot to ypnowomolovv cvykekpipuéva yuo o ALS (National Institute of
Neurological Disorders and Stroke 2010).

To Bépa g draTpiPng eivon ot Tapeydpeves vanpecieg o€ acbeveig e VOGO TOV KIVITIKOD
vevpava ofuepa otnv Kompo. O 6pog «vOGOG TOL KIVINTIKOD VELPOVOY OTI UEAETN

AVOQEPETOL OTIC EENG LOPPES:

1. ALS
2. TIpoodevtikn mapeomn mpopnkn poerov (Progressive bulbar palsy, PBP)

3. Ipwtoradn nhdyia oxAnpouvon (Primary lateral sclerosis, PLS)



4. Owoyevn popen tov ALS (Familiar ALS, FALS)

To xivntpo yia v emthoyn 1oV BEUATOC OWTOL amOTEAEGE 1) GOPapdTNTO Kot 1 To 0T TO
pe v omoia e&ehicoovtol ot mo cLVNOICUEVEG LOPPEG TNG VOGO KOl ) GLUVEYNS OVAYKN
TPOCOPUOYNG TOV achevdv Kol TOV OIKEIMV TOVG, OTO CLVEXDS avEAVOLEVE KOl
petafoiidpevo eminedo avamnpiog mov mpokaAel. H mpocapupoyn otic adhayéc mov
EMPEPEL M VOoOG €ivor e ouvhetn kot dSVOKOAN dtadikacioo Tov emnpedleton amd Eva
peYdAo aplud mopapéTpwv 1060 E6OTEPIKOV 0G0 Kot eEmTepk®V. Ot TEpAOTIEC OAANYEG
Kot o TOAAG TPOPANUATO TTOV EMPEPEL GTOV 0GBV Kot TNV OIKOYEVELD TOV 1) VOGOG
amotovy avEnUévn TapEuPacn kot nimeda GTHPIENG, YEYOVOS oL KabioTd TN dtoyeipion
™G vooov dvokoho eyyeipnua. Ot vanpeoieg vyelog mov mapéyovtalr otovg acbeveig
avTovg elvar kaBoploTikng onuaciog yo Tic cuvinkeg dafimong tovc. Avtd ogeiletal 6To
YE€YOVOG OTL Ol GUVETEIEG TETOLWV VOOV EKTEIVOVTOL TEPQ A TIG PloAoykég aAAAYES, O
KOW®VIKO, GuVaLGHNUOTIKO Kol cuUTEPIPepkd eminedo, emmpedlovtag Oyt udvo Tovg

acBeveic, oAl kot to mepBdirov tovg (Kapadnuag 2005, Nettleton 2002).

Ou vnpeoieg vyelag mov ypetdlovian ot acBeveic e MND amortovv peydieg damdveg,
ToAOYpoVY, ToAvddcTatn mapéuPfoon kot eotopkevuévn @povtida. H mapéufoon va
elvar oMotk kot va Baciletal oy Katavonon tov 0cwv Pidvel To GTOHO, 1| TPOGEYYIoN
va €yel emikevipo tov acBevr], Aapfdavovtog vmoym TG Proroykés, WYouxohoyIKES Kot

KOWOVIKEG O10GTACELS TNG VOGOV 611 {m1] TOV.

O 0Opoc vmnpeocieg vyeiog mepilopPdver t0 cHVOAO TOV  TOPEYOUEVOV  1OTPIKOV
TPOANTTIKOV Kol OEPATEVTIKOV LVINPESLOY, KOODG Kot TO TAEYUA TV SOUDV KOl TOVG
unNYaviopovs mapoyng kot ovoung tovg. O 0pog eumepiéyel 1000 TNV £VVOlo NG
opovtidag 6co kot avty g mepiBaiyne (Kapivtg 1992, Kvpiomoviog 1985). H
vyglovokn mepifaiyn meptlapfavel v tpoinym, ) Bepaneia, v Sayeipion kot v
TPOCTAGIO TNG YVYIKNG Kol GCOUATIKNG gve&iog TV ToAMTdv. AVTA Tapéyovtal HECH TOV
VINPECIDOV TOV TPOGPEPOVTOL OO TO WTPIKO Kol VOCAELTIKO TPOSMTIKO KaOMG Ko amd
mv mopéuPacn OAmv TV emayyeALOTIOV VYelag yevikotepa. Emopévoc, ot vanpecieg
vyeiog ivor 1o ayadd mov mpospépetal oTov AvOpmmo e okomd T Pertion Tov enUESOV

™G VYEilOg Tov.



Q¢ amotélecpa vaANPecieg vyeiog MG ayafd TOV TOPEXETOL GTOVS TOAITES £VOG KPATOUG,
wpénel vo mAnpovv ta €&Ng  Pacikd  YOpOKTNPIOTIKA MOOCTE VO OVIUETOTILoVV

OTOTEAEGUATIKG TIG AVAYKES TOL VIO PEAETN TANOLGLOV:

1. O@sihovv va vdpyovv, va givar KoAd opyavouéveg kat dtabéoieg otovg acbeveic, o
kd0e {Rnomn epovtidag Kot mepiBoiymc.

2. Na €yovv €0KoAN TPOoGPacIHdTTO KOl TO. GTOMO VO €XOLV TN OLVATOTNTA VO, TIG
YPNOUOTOOVV OTOTE TIS YPEOGTOVV, GTO GLVTOUOTEPO dvvaTd YpOVo, OOV KL OV
Stapévouy.

3. Na e€acparilovv T GLVEXELD GTNV TPOCPOPA TOV VINPECIAOV VYEING.

4. Na elval og B€omn vo KAADTTOLV TIC OVTIKEWEVIKES AVAYKES TOV 00OEVOV Kot va gival

OTOdEKTEG O TOV TANBLGUO.
H amodoyn ex pépovg tv achevdv TV LINPESIOV VYEIOG avVAPEPETAL KVPIOC:

® oIV TOOTNTA TOV TPOGPEPOUEVOV VINPECUDY
®  OTO EMOTNUOVIKO KOl EXAYYELLOTIKO ETITEDO TOV EXAYYEAUATIOV VYELOG KO
®  OTINV GPTIOTNTO TOV EYKATUCTAGEMV GTIS OTOIEG TOPAYOVTOL KOl TPOGPEPOVTOL GTOVG

acBeveic o1 vinpeoieg vyeiog (Awaiog, Kovvrovlng, [ToAvlog, Zrydrag, XAétoog 1999).

Ot vanpeoieg vyslog TPEMEL VO GTOYXELOVV GTN TOPOYN TNG KOAVTEPNG OlabéouNg
nepiBalymg otov aclevh eEac@aiilovtog To PEATIOTO SLUVATO OMOTEAECUO LLE OMAOTEPO

okomnd T dwatrpnon g mototnto Long (I1Z) tovg (ITarakwotion, Toovkalag 2012).

H I1Z eivon pia évvola pe gupvy mepieydpevo. Ieprhapfaver emonpioroyikés, Prolotpiké,
AELTOVPYIKES, OIKOVOMIKEG, TOMTICUIKES, KOWMVIKEG KOl WYUXOAOYIKES TPOGEYYIGELS
(Yopavtomovrog 2001). Znuepa, o HMoaykdomog Opyoviopoc Yyeiog (ITOY) mpocdiopilet
mv [IZ o¢ v avtiinyn tov atépov yuw ™ 6éon tov ot Lon péoa oto mTAaiclo TOv
TOMTIGHIKOV - a&lakod cLGTAHOTOS Omov (€1 Kol G GLVAPTNON WE TOLG GTOYOVG, TIG
Tpocdokiec, Ta TPOTLTO. Kot TIG avnovyieg tov (Bonomi, Patrick, Bushnell, 2000, THE
WHOQOL GROUP, 1995). ITio avoAvTiKd, 1 COUOTIKN Kot WYUK DYEID, TO eninedo g
TPOCOTIKNG aveapTnoiag, o1 KOWMVIKES GYEGELS, Ol TPOSMTIKES a&ieg Kol 01 OYECELS UE
T0 TEPPAALOV ATOTEAOVV EVPEIEC TOPAUETPOVS TTOL TEPLYPAPOVY TNV Evvola Tov Opov T1Z.
[Mapdiinio m owoyevelakn {on, N Kavonoinon and v epyacio kot T (on yevikdtepa,
N eKmaidevon, 1 160TTO TOV EUA®V, 1 OWKOVOUIKN KOl TOALTIKY] KOTACTHON KOl TO

nepBaiiov Bewpolvtarl emiong onuavtikég moapduetpor g I1Z tov atodpov (Calaminus



and Barr 2008. WHO 1995). Mg otdyo va dtaymptotodv ta Bépata mov apopodv GTny
vyelo kot mwopdAAnio vo  meplopiotel 10 gupog g évvolwog «Ilowdtnra Zono»

onovpynonke o 06pog Lyetilopevn pe v Yyeia [lowwmra Zong (XYT1Z).

H Zyetilopevn pe v vyeio motdtra (ong (EYTIZ) opileton amd tov Bullinger (2003) wg
N AEITOVPYIKOTNTO OTN PLGIKY, GLVOIGONUATIKY, YVOOTIKY Kol KOW®VIKY J146TaoT NG
Cong pe ovvumoroyopd g eveflog, Omwg avtn ekTindtol omd tov kdbe avOpwmo
Eexwprotd. AAMMOC opiletarl cav v a&ia mov amodidetal 610 ¥pdvo eMPimONC, OTMOS QLT
tpomomoteiton amd TG PAAPES, ™ AETOLPYIKOTNTO, TIC TPOGOOKIES KOl TIC KOWMVIKEG
evkoupieg (Patrick, Erickson 1993). Amotekel pia évvolo mov petafdrieton pali pe to
eninedo vyeloag, TIC OYECELS, TIG EUMEPIES KOl TOVG POAOVS TOV OTOUOV. LTOVG TAGYOVTES
amd p véco n XYIIZ emmpedleton Ommg elvar @uoikd, amd 10 Pacikd VOGOAOYKO
VROGTPpOUA, Omd TN TOov UEWUEVI] AETOLPYIKOTNTA 1 TNV TLYOV €EApTnon amd
BonOnuata kKot cvokeLEG VIOGTNPIENG, amd TOOVEC TOPEVEPYEIEG TNG POPUAKEVTIKNG
ayoyng kabmg kol amd TG TPocsdokieg TV atopmv yio PBeAtioon g vyelag tovg. H
Aertovpywdrto eivar m mo ovcwaotiky dwdotacn ™G XYIIZ ko meprhapfdver ™
COUOTIKY KOl KOWOVIKT] AEITOupykoOTnTo Kafds Kot aut tov porwv. Ot dAleg Pactkég
dloTAcELS elval M Youykn vyeio Ko 1 avtiinyn yu ™ yevikn vyeio. H (otikdémra, o
TOVOG KOl M YVOOTIKY Agttovpyia givon emiong onuovtikég dwaotdoelg g XY IIZ (Wilson,
Cleary, 1995).20upova pe tovg Kaplan kot Bush (6nwg avagépetatr otovg Anuntpomovio,
Nrdyavov kot Are€id 2008), n XYTIZ neprhappdvet tpelg Oepeldoglg o106TdoeLs:

* Trv vrokeEVIKY] AmOTIUN O TG (COUATIKNG KOl YOYIKNG) AEITOVPYIKNG KATAGTACTG TOV
aTOLOV

* Tnv enidpaon g Katdotaong e vyeiog 6T AELToVPYIKOTNTA TOV

* Tov meplopiopd g AEITOLPYIKOTNTOG GTOVS TOUEIS EKEtvOLg oL glvan amapaitnTol, MoTE

TO GTOLO VO UTTOPEL VO TPOAYLOTOTOLEL TOVG EMOIWKOUEVOVS GTOYOVG TG LN TOV.

Yvvoyilovtag n XYTIZ eivor por moAvmoapayovtikn €vvolo Tov €0TIACETOL TEPIGGOTEPO
oTNV eKTiunom Mg vyelog pe por upldtepn évvoln, €XOVTOG TOVAUYIGTOV TPELS KVPLEG
OlOTAGELS, TN COUATIKN gveEia, TOV TEPIAAUPAVEL TNV AVTIAYN TOV ATOUOL Yo TNV VYEia
TOV, TN YLUYIKY gveia, ONANON TOV avToceRacO, To aicnuo evtvyiog Kabdg Kol v
wavomoinon omd ™ (o Ko TéAoc TN Kowwvikh evetlo mov meprlauPdver v

OLKOYEVELOKT], KOWVMVIKT Kol ETOYYEALOTIKY Tpocapuoyn (Zapprg 2001).



Inuovtikd podo ot LYTIZ éxovv o1 vnpeciec vyeiog TOLV TPOGPEPOVTAL GTOVS 0oOEVELG
OM®G €MIONG KAl Ol TOMTIKEG Lyelag, mov emnpedlovv BeTkd 1 apvnTikd TIC GLVONKEG
owpioong tovg (Anuntpomovrog, Nrtdayavov, AAegidg 2008. ®Ogodmpomoviov,
Kaptepohdte, Naoong, Kookolov, I'ehadde 2012).H mowdtnto TtV mapeyouévmv
VINPECLOV VYELOG MOPA KaBOPIoTIKE 6TO €mimedo dtatnpnong ¢ mowdtntag Cmng oyt
uoévo tov acbevov aArd Kot tov otkoyeveldv tovg. Kot' eméktoon to o@éAn amd 1
BeAtioon ¢ TOOTNTAG TOV VANPECIOV VYEIOG TOL TAPEYOVIOL GTOVG aobeveic sivar
a1oOntd o moAAEG daotdoelg e XYIIZ. Xvykekpuéva, otny TepinTmon vOowmV OTMG
etvar 10 MND, 6mov ta dropa €xovv avEnpéves avaykeg @povtidoag, 1 Tapoy] LVYNAOD
eninedov VIANPESIOV VYElOG av Kot OgV UTMOPEl Vo OvVTIGTPEYEL TNV Topeio TG vOGov,
evrovtolg oladpopatifel kaboplotikd poOAO GTNV AVIIUETOTION NG, OepomevTiky] Kot

YUYOKOIVOVIKN.
1.2. Xyetikn o1e0vn eumerpio,

Me dedopévo 10 yeyovog OTL €l TOV TAPOVTOG OEV LITAPYEL mOTEAEGLATIKTY Bepameia Yo
NV VOGO TOV KIVNTIKAOV VELPOV®V, Ol OpYavicHol mov &xovv cvotabel maykOcuo o€

oyxéon pe to MND, éyovv tovg €€g 6TOYOVG :

e Tnv KatovONno™ TOV QUTIOV TOL TPOKAAOVV T VOGO

e Tnv avantuén anotehecpatik®v Oepanermv

o Tnv mapoyn KatdAAnAng epovtidag otovg acheveic mov mdoyovv
e Tnv mapoyn otPENG OTIC OIKOYEVELEG KO TOVG PPOVTIGTEG TOVG

e Tn dl0pdTION TOL KOWOL Y10 TN VOGO

Kémotot and tovg onpaviikdtepovs 0pyavicods Tov £x0VV cLGTAOEL TAYKOCULN GE GYEOT)

pe to MND gtvau:

e The International Alliance of ALS/MND Associations
¢ National ALS Registry

e Project ALS

e ALS Therapy Development Institute

e Les Turner ALS Foundation

e The Motor Neuron Disease Association

e ALS Association USA



e MND Australia

Meletovtog péca amd tn debvny Piprloypaeio, Tov TpOTO pe TOV OmOi0 TapPEXETAL M)
@povtida o€ dtopa 610 e£MTEPIKD, 1| BepamevTikn TapEuPocn £xel KATOLM YOPUKTPIOTIKA

mov cvvoyilovtar oto e€NG:

* Ta ocvomuota vyeiog S100étovy T KATAAANAY VTOSOUN DCTE VO TOPEYETOL 1) GPOVTION
mov yperalovron ta aropa pe MND.

¢ H moapéuPaon eivor moAvddotatn, CLVTOVICUEVT KOl EEATOLKEVIEVT] LE EXTKEVTPO TOV
acOevi] TV 01KOYEVELD AALG KO TOV OPOVTIGTY.

® H ppovtida elvar cuveyouevrn Kot TopEYETOL amd To, APy KA oTAdo LEXPL TO TELOG.

® Tlapéyet evnuépmon kot otNpién otov acevi| Kot TV OKOYEVELX TOV GE OA GTAOL.

Aro@orlel TNV ac@diela Kot O1EVKOADVEL T GPOVTIOA.
o Tlapéyel avakoveloTiky @povtido Otav 1o dtopo Ppioketon oto TEMKE 6TASIO TNG
VOGOV.

® H dwyeipion kaOs acBevn) yivetan omd moivBepatiky) opdoa.

H opovtida mapéyetor amd 10 Kpdtog o€ ocvvepyosio pe TNV KOWOTNTA. X TOAAG
VoooKopEio 6T0 €EMTEPIKD, VIAPYEL OUAdH EMAYYEAUATIOV VYElOG, €EEIOIKEVUEV GTO
MND xaBa¢ kot e€&edikevpéveg kKMvikés. H kowvotnta katéyetl kevipikd poro o€ OA tal
GTAdW TNG VOGOV, TPOCOEPOVTAS VINPEGIEG OTMG SLXEIPIOT TOL TEPIGTATIKOV, GTHPIEN,
kaBodnynon, Ponbela oto omit, yuyaywyikég dpactnprotreg ktAh. H ppovtida evicydetan
LE TOVG TOTIKOVS 0pYavIoHoVs-cLVoEGpovs Yo To MND. Méoa amd tn cuvepyacio Tovg
pe 1o kpdtoc, kabopilovior TOAMTIKEG TOV EVIGYDOLV TO GLUPEPOVTO TOV ATOUWOV AVTAOV,
Bertidvouy v T1Z tovg kot gvioyvetor 1 Epguva mov apopd to MND (MND care 2014,
NHS 2013, The ALS Association 2014).

1.3. Kataypag1 tpofinnatog

v Kbdmpo n mapoyn vanpesidv epovtidag vyeiog mopovstdlel apkeTES 1O10UTEPOTNTEG.
Apycd dev Aertovpyel cvoTU VYElNG TOV Vo KOAVTTEL OAo Tov TANBLoud ot Pdon
ocvykekpipévng vopobetikng puBuong (Ilavidakng, Zoyopiadov 2011). Yrdpyst vynio
KO60T0¢ ot Qpovtida vyelag. Amd to 2001 o1 exdotote KvPepvioelg mpoomadovv va
epapudoovy éva Ievikd Xvotnua Yyeiag (T'eXY). IMopatmpeiton mopdiinia OtL dev

vrdpyel €vkolo TPooPhoun mNY OGOV aPOpPE TIS VOICTAUEVES LANPEGIES PPOVTIONG



vYelog, oTn SO Kol TOV TPOTO AEITOLPYING TOVG, YEYOVOS TOV SVGKOAEDEL TNV EVIILEPOON
TOV TOAMTOV CYETIKA LE TIG VANPESIES vYeiog mov £xovv duvaTdTNTA Vo AdBovy Kabdg Kot

™V TpOGPaon o€ QVTEC.

Ewdwkotepa, peletoviog tn oxetikn Piploypaeio, eviomiotnke EAAenymn omolocomoTe
avapopdsg oTic vanpecieg mov mapéyovral o€ dtopo pe MND, ot @povtida tov achevov
QLTOV KO YEVIKOTEPQ TOV TPOTO LE TOV OTO10 YiveTan 1 dayeipion ¢ voésov otnv Kompo.
To kevd mov evromileTon miong 0T KOTAYPOPY] KOl GTOTIOTIKY 0VAALCT] TV dESOUEVDV
OV APOPOLV TOVS 0GHeVEIC AVTOVG, SVGKOAEDEL TO GYNUATICUO OAOKANPOUEVNG EIKOVAG
OG0V 0Qopd ta aplunTiKd ototyeio ™ vocov ot Konpo. H éAletyn cvykevipopévov
TANPOPOPLOV GYETIKA LE TOV 0plOUd TV ac0eVADV, TIC VINPEGIEC TOV TOVG TOPEYOVTOL KoL
M Swyeipon g vOGoL, dLoYEPOIVOLY TN ANYN TOV KOTAAANA®V OTOQAGE®V, TNV
EPOPLOYN TOV AVOYKAIOV TOAMTIK®OV Kol TN Onpovpyio TG KATAAANANG VTOSOUNG Y TN

QPOVTION TOV ATOU®V OLTMOV KoL TOV OIKOYEVEIDV TOVG,.
1.4. Baowd gpevvnTIKA EPOTHHOTO

Ta Bacwd epguvnTikd epoTHOTA TOL KaAEiTL Vo e£gTdoel 1 peAEn glva:

o [l6cot acBeveig pe MND mapakoAiovBodvton ofjpepa omd T1g Kpatikég vanpecieg vyeiog
kot To INI'K; TTowd eivan o dmpoypagikd otoryeio tov TAnBvcspov avtov; Tlowd givor ta
KAMVIKAQ YOPpOKTNPIOTIKO KOl TO AEITOLPYIKO EMMESO TV acOevdVY, TOlog givar 0 aplBudg
TOV 00OEVOV OV YPNGLOTOOVV HECH GTNPIENG TNG AVOTTVONG KoL TNG GITIoNG, 010G £ivat
0 oaplBuog tov acBevov mov AapPdaver mapoyéc amd To KPATOg KOOMG Kol TOEG
Oepamevtikég mapeppdoeic Aappavooy.

o Tloweg givan o1 vanpeoieg vyeiog TOV TAPEYOVTAL GE AVTOVG TOVG 0GHEVEIG oNEPD GTNV

Konpo
1.5. Xkomog g £pevvog

O oKomdg TG €PELVOG M KATAYPOPT, TMOV KOWOVIKO-ONUOYPAPIKAOV KOl GYETIKOV LE TNV

Vo0 kot Oepamevtiky Tapépufacn ototyeimv mov apopovv ta dtopa pe MND oty Kbdmpo.



1.6. Ileprypa@n TS YeVIKNG pebodoroyioc Ko
TPOGEYYIONGS TNG EPEVVUG

2y €peuva PNCIUOTOLEITOL TOGOTIKY HEDOOOC KOl apopd Tr GLAAOYN OPOUNTIKOV
otolelov oamd Tovg QAKEAOLG TV 0cbevav Tov Ogiypotog pe TN ypNnon  EW0Kd

OLOULOPPMUEVOD EVIVTTOV GLAAOYNG OESOUEVDV.

Me Bdon tov tpdémo mpocéyyiong kot pebodoroyiog mov emA&ytnKe, M HEAETN oLTH
yopileTon og SOUNUEVO KEPAAOLO TTOV GLUVOELOVTOL VONUOTIKA. AVOEEPETAL GTY GUVEYELO

EMYPOUUOTIKA 1 Oepotoroyio kiBe Kepalaiov.

1.8. ZuvorrTiKN TapovGilacn TOV KEQUAULOV TS HEAETNG

210 Ke@drao 2 avtd g PPAoypaeikng avackOmnong mepthapupdvovtor tor KAMviKd
YOPOKTNPIOTIKA Kol Ol HOpPeES TNg vOoov, Pacikd emodnpoAoykd otoyeie, m
nafopucsloroyio, 0 TPOmMOG mov yivetar M Odyvoon kobdg kKo mn - wpdyvoon.
[Tapovcialovtat ot YuyoKOWOVIKEG SIUCTAGELS TNG VOGOL KaB®MS KOt 01 avAYKES PPOVTIONG
mov dmuovpyodvian. AxoroVOwg yivetar Adyog vy 1t dweipon g vocov, v
WOTPOPUPUOKEVTIKY] KoL  KAWVIKY]  @poviida kaBdg Kot TNV YuYoKOWMOVIK 1TNg
avtpetonion. To kepaioro 3 eotialel v Kumploxn mpaypoatikodtnta. Acyoleiton pe v
OKlOYPAPNOT TNG LPIGTAPEVNG KOTACTOONG KOl TN YOPTOYPAPNON TOV TOPEXOUEVOV
vnpecwdv ota dropa pe MND. To ke@draro 4 avapépetot 61N pebBodoroyia tng Epevvoc.
To kepahloro 5 xotombvoviol e TNV TOPOLGIOCT) TOV EVPNUATOV NG EPELVOG.
[Tapovcialel Ta gvpnuaTo OUOSOTOMUEVO GE TIVOKES KOL T GTOTIOTIKY OVOALGT T®V
AMOTELECUATOV OVTMV. META TNV TOPOVGINoT TOV EVPNUATOV, TO KEPAANLO0 6 avoivel Kot
oyoAdlel To EVPNUOTO, KOTOANYOVTIOS OE EPELVNTIKG GUUTEPAGUOTO. AVOQEPEL TOVG
TEPLOPIGHOVE TOL TPOEKLYOV GTN OBPKEL OANG TNG EPELVNTIKNG TPOCTADEING KOt
yivovtal €16MYNGELS TOL APOPOVV TNV TOATIKY] VYEIOG Kot TO pOAO TOV KPATOVS KO TWV
enayyeApatiov vyeiog otn dwyeipion t€toiwv vocwv. Iivetarl 1€hoc mpoomadeia va 60000V

KaTeLOVVGELS Y10 LEAAOVTIKES EPEVVEG.

H éxtaon tov 0épatog, o mAovcio LAIKO ot d1ebvn PiAoypaeia mov apopd ™ vOGo Kot

™ Oyeipon TG o€ TayKOCU0 €minedo koM Kol TO €DPOG TOV TANPOPOPLDY TOV



CLALEYTNKOV, OTMOTEAEGOV TPOKANGOT OGOV POpPA TNV OpYAvmoTn Kol KAToypopy] 6Gmv

apopotv 1o MND kau tic mapeydpeveg vanpesieg otovg acbeveic otnv Konpo.



Kepahioro Agvtepo

2. BipAoypa@ikn avockonnon
2.1. Iotopkd otoryeio mov a@opovv To MND

H eopopd tov I'dArov vevpordyov Jean-Martin Charcot otnv peiétn oo MND ot 7o
ovykekpipéva tov ALS eivon Bepehoong. o to Adyo avtd, n emovopio «NOGOG Tov
Charcot» ypnowponoteitar d1ebvadg mopddAinio pe tovg Opovg «IIAdylo pvatpo@ikn
oxAMpovony kot «Noco tov Kivntikod Nevpovay. Eved modlhég poplokés Kot yeveTukeg
OVOKOADYELS ETETPEYOV GTNV TOPEID TOV YPOVAOV GTNV KOADTEPT KATOVONOT TNG VOCOU,
EVTOUTOLS Ol TPOTOTLTEG TEPLYPOUPES TV KAVIKADV Kot TABOAOYIKMOV EVPNUAT®V THG VOGOL

nov ékave o Charcot Topoapévovy oVo1aGTIKA avaAlOImTES.

Yrdpyovv evdeilelg 01t 1 vOGOS NTaV YvmOTH O KAVIKY ovtotnta ond tov 3° - 4° p. X.
awwva, v enoyn tov AleEavdpvav atpdv. To 1830 o ogp Charles Bell, évag dyyiog
avatopog meprypdoet dvo atopo pe MND. Xt ocuvvéyela, ota péca tov 19°° aidva o
Duchenne meptypdpel mepmt®celg TOL £X0VV Ta KAMVIKA  yapoktnplotikd tov MND. To
1850 o Ayyhog emotipovag Augustus Waller mepiypdeet v gupdvion tov
GLPPIKVOUEVOV VEVPIKAV VAV TTov oyetileTon e v Tabopustoloyia g vosov. To 1869
yivetar ovvdeon peTald TOV GUUTTOUATOV KOL TV VTOKEIPUEVOV  VELPOAOYIK®OV
npoPfAnudtev tov MND ond to T'dAlo vevpordyo Jean-Martin Charcot. AxoAovOwg to
1874 o Charcot ewodyel tOV 0p0 «AHVOTPOQIKY] TAELPIKN GKANPLVGN» GE YOPTL.
[Teprypdoper pe Aemtopépeia v mabopucioroyia g voésov, tpocsdlopilovtag 10 ALS mg
Eexwproth vOco. Xta TéAN g dekaetiog tov 1930 o Apepikavdog Bpvrog tov pméilpumor
Lou Gehrig dwyryviooketar pe ALS xor mebBaiver dvo ypoévio apydtepa. Adyo g
dnpotwkodtrag tov otic Hvopéveg Iolrteleg ko tov Kovadd, n vocog eivan yvwot oe
avtég TG yopeg g «Nocog tov Lou Gehrign. Tn dekaetia tov 1950 evromileton o
emdnuioa ALS peta&d e guAng Chamorro oto I'kovdp. Xt cvvéyeta, uéxpt ™ dekaetio
tov 1990 dev yivetar Wwitepn mpoodoc oty katavonon tov MND, uéyxpt mov to 1991
EPELVNTEG GLVIEOLV TO Ypwpocoua 21 pe v owoyevny poper ALS (FALS) kot to 1993
Bpiokovv 611 T0 Yovidio SODIloto ypopdcsopa 21 to omoio cvvdéeton pe to FALS. To

1996 10 Riluzole (Rilutek) yiveton to mpdTo eykekpuévo eapuako yio dtoua pe ALS. To
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1999 dnpootevetar  Agttovpywkr Khipaxo Babporoynong ALS (ALS Functional Rating
Scale ALSFRS) 1 onoia yivetatr Tpdtumo yio t kKAvikr fabpordynon tov acbevav. And
TOTE UEYPL KOl ONUEPO GLVEYILETOL N TOYKOCULOL EPELVAL Y10 TV EVPECT TOV LTIV Ko
amotedeopatikng Oepaneiog yioo to MND (Kuman, Aslinia, Yale, Mazza, 2001. Rowe,
2015. Rowland, Shneider 2001).

2.2. Nooog Tov Kivntikov Nevpava

2m BProypapio ot daTopayES TOV KIVNTIKOD VELPOVO TASIVOHOOVTAL HE SLAPOPOLS
TPOTOVE, GE OUAOES VOOV TOV £YOVV GLUYKEKPLUEVT TABOYEVELD, PEPOVYV GLYKEKPUUEVEC

KMviKEC ekdnhooelg kot eEEMEN. H ta&vounon yivera:

e AvAAOYo ©E TOWOLG KWVNTIKOVUG VELPAOVEG &eVTOmIleTOl 1M €KEVAIOY, KATMOTEPOVC,
aVATEPOVG 1 KoL T, OVO.

e Avdéloyo pe TN SlyVOOTIKY Katnyopio. 6Ty omoic aviKovv, ONAady avAaloyd LE TO
mov gvromilovtal ot PAAPES KOl GOUPOVA LLE TN YOVIOLOKY] TTEPLOYN TOV EVTOTILOVTOL Ol
BAdPeg avtés.

e Y& 00eg KANpoOvopOUVTOL KOl OCES elval OMOPAOIKES KOl TOPAAANAQ  yiveTon
S ®PIoUOG TOV CTOPASTIKAOV LOPPDV GE:

- YPOVIESG
- o&eleg (Hausen, Josephson 2013. AoyoBétng, MvAwvag 1996).

2.2.1. Khviké yopoktyprotikd, Mop@éc

Xoupova pe tovg Hausen kot Josephson (2013) Noécog tov Kuwvnrtikod Nevpova
OVOUAleTonl éva GUYKEKPIUEVO VITOCLVOAO TMV OATOPAYDV TOL KIVINTIKOD VELPDOVOL
AmoteAodv o OpAd0  GLYYEVIKGOV  pETaED  TOLG, TPOO0dEVLTIKA  €EEAMCOOUEV®V,
EKQUMOTIKOV VEVPOAOYIKAV VOGMV, &yveootng ottioAoyiog, mov emnpedlovy Toug
KIVNTIKOUG VELPAOVEG M TAL VEVPO GTOV EYKEQPOAO KOl GTI) GMOVOLAIKY] GTNHAN, TO OOl
dwPiBalovv eviorég otovg poes. Tlpokadohv otadlakd Ty avENCT TS AVIKOVOTNTOS Kot

TeEMKE TOV BAVOTO GTIG TTO KOWVEG LOPPEG TNG VOGOU.

Ta apykd countopata oo MND cuviBmg emnpedlovv opiopéveg TePLOyEG TOV GMOUATOC
W TEAMKAE v, yivouv Oldyvta oe OAo TO ochpa. Zvvnlmg avamtiocovtal apyd Kot
avenaicOnta pe v mdpodo tov ypovov. Kdmoieg popéc e0KoAa GuyyEovTal To TPOWPO

CLUTTOUATO P OAAES TOONGELS TOV €MNPEALOVY TO VEVPIKO GVGTNUO. AlOPOPOTOLOVVTOL
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avaAoyo pe TN HopeN NG vOoov, av Kot €ivar duvatd oe kdmolo Pabud vo vmdpyet
emkdAioyn petald OAmv TV HOPEAV, £T61, €V &ivolr ypnolwo va dtaywpilovtol ot
olapopot TOmMOL TG VOGoL, omnv mPAEn odev elval mavto dvvordv va givor TOCO

GLYKEKPIUEVOS O SO ®PIGHLOG,.

Ot o Kowég HOPPES TG VOGOL TOL KIVITIKOD VELPAOVO Ol 0Toieg £X0VV GUUTEPIANPOET

TNV épevva giva:

1. ITiéyia poozpoikn oxAnpvven (Amyotrophic Lateral Sclerosis, ALS)

2. Owoyevig ALS (FALS)

3. TIpoodevtikn mapeon mpounkn poeiov (Progressive Bulbar Palsy,PBP 11 ALS Bulbar)
4. Tlpotoradn miayw okAnpvven (Primary Lateral Sclerosis, PLS)

2.2.1.1. ALS

Eivar n wo ko] omopadikng Hopeng, TPOOSEVTIKA EEEMGGOUEVIG VOGOU TOV KIVITIKOVD
vevpmva. Amotelel TO KUPLO TOPASELY O VEVPOEKPIMGTIKNG VOGOV KO TEPTYPAPETAL MG M
O KATOGTPOPIK LopPT). Av kot Katd v Evapén tov ALS pmopel vo vdpyovv evdei&etg
TPOGPoANG LOVO TOV KEVIPIKOV 1) TOL TEPLPEPIKOV VELPDVA, KaBmg eEelicooetan 1 vOG0g
TPOOSEVTIKG TPOGPAAlovTaL Katl 01 dVO TVTOL KIVNTIKOV vevpovev (Hausen, Josephson

2013. Aoyobétng, Mulwvag 1996. NHS 2015).

Ta cvpntopata cuvnwg akolovbodv Eva TpodTLTTO TOL YWPileTon o€ Tpia oTAONL:

- 10 apykd 6Tad10
- T0 TPOYWPNUEVO GTAO10
- 10 TEMKO GTAO10

ApyKa copntOpRATO

210 TpdTa otadia TG vOcov, 1 KAMvikn gwkova tov ALS efaptdtol amd To €0V 1 opyIKy

TPOPOAT APOPd GTOV KEVTPIKO 1| TOV TEPLPEPIKO KIVNTIKO VELPDOVOL.
"Evapén g vocov amd ta dxpa

Apyicd ovvnbmg mn TPOGPOAT] TOL TEPLPEPIKOL KIVNTIKOD VELPOVO KOl 1) TPAOUN

AmoOVEDPMOT] TOV HLOV, KAMVIKG eueoviletar oav otadlokd eEeMooOUEVT] OCOUUETPN
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advvapio TepLpepikd oe éva akpo. H popen mov mpocPdiel mpdta o dkpa givor KoTd

oAD M o cvvnOeuévn. Ta TpdTO GLUTTOUATO TEPIAAUPAVOLV:

- advvopio oto Tdoo, 1 oroio UTopEl Vo TPOKAAEGEL OVGKOAIEC VO TTAPEL 1) VOl
KPOTNOEL TO ATOUO OVTIKEIPEVA. XNV AKpa YElpa apyiKd, Eivorl To Guyvi 1 TPOGROAN TV
EKTEVOVIMV VOV GE GYECT LLE TOVS KOUTTPES.

- advvapio oToV U, KAOIoTOVTOG TNV 0VOY®OT) TOV Bpayiovo Tave omd To KEPAAL
OvoKOAN

- "Tpikhomodld” ota Toda, AOY® TS AOLVAUING GTOV ACTPAYOAO 1) TOV 1GYi0V

Av1d To copmTOpTE Evol GLVNOME AVAOIVVE Kol GUYVAE GLVOOEVOVTOL LUE KPAUTES (LVTKEG
GLGTACELS OTNV TPOSTADELR), GLVIOMC TIG TPWIVEC MPEG Kot Omd ALTOHOTN SPAGTNPLOTNTA

KATO10V LUIKOV HovAdmV (SeGIOMCELS).
Avoamvevotikn évopén g vosou

e eEAPETIKA OTAVIEG TEPIMTMGELS, 1 VOGOG Eektvael ennpedlovtag apykd Tovg HHEC TOV
eEuMNPETOHV TNV AVOATVELGTIKN AELTOVPYLY, LE TOAD JVGAPESTO OMOTEAEGLOTA YOl THV

eEEMEN g vOGov.

& OPIOUEVEG TTEPIMTAOGELG TO. OPYIKO CLUTTOUOTO Vol RV, OT®OG 1 SVoKOMA GTNV
avomvor] Kot OVOoTVolN. X& GAAEC TMEPUTTMOELS, TO. TPAOTO CLURTOMOTO Eival AyOTEPO
a1oOntd, T0 Atopo EVTVAEL GuYVA KT TN dLApPKERL TNG VOYTOS Kol umopel va aucBdvetot
TOMD KOVPOGUEVO TO EMOUEVO TPOi, HEPIKEG QopéC Exovtag movoképaro (Hausen,

Josephson 2013. Aoyobétg, Muiwvég 1996. NHS 2015).
YOPUTTONATO TPOYMPNUEVOL 6TAdi0V

Ooco efelMooetal 1 vOo0G, o1 dl0popéc HETAED TV dapopwv TOTOV NG vOGoL ivat
AMyotepo aoOntég kabmg tor MEPIOCOTEPO UEPT KOl AEITOLPYIEG TOV GMOUATOG EYOVLV

emnpeactel. O puOUOS pe TOV 0moio 1) KATAGTOOT EEAMAMVETAL TOKIAEL.
Mvikd countduaTo

Ta dxpa yivovror otadiokd o adOVoe Kot 01 LWUEG TOV AKP®VY YAVOLV TNV HLTKN 160 Kot
TOV OYKO TOVG. )G OMOTEAEGUO, TO GTOWUO OVGKOAEDOVTOL OAOEVO KOl TEPIGCOTEPO VO
LETOKIVIICOLV TOL EMNPEACUEVE dkpa. Me To mépacia Tov ¥pdvov T ATopd Yivovial OAo

Kot Alydtepo Asttovpywkd. TOco m amdieto pvikng pdlog 6co kot 1 duoKopyio mwov
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TpoKoAeital umopet va mpokaAécovv moOvovg. H mpocsfoAr) TtV mupapudik®v oddv
TPoKaAEl 6TOVG acbeveic CoMPOTNTO TOV TEVOVTIOV OVTOVOKAAGTIKOV Kol cLYVA advénon
TOVL TOVOL T®V POAOV (VIEPTOVIO, CTACTIKOTNTA). LE OUTEC TIG TEPIMTMGELS, 1) VIEPTOVIN

elvoll o EPPAVNG € GYECN LE TNV HVTKT advvopio.
AVOKOALO 6TNV OpIALG KO 6TV KOTATOGT)

e TovAdyiotov Ta dVo Tpita TV atopwv ue MND Bpébnke 611 n opdia Kot TV Katdmoon
yivetor ohoéva kot mo OVoKoAn Kabdg M katdotaon efeliocetan. QoTdC0, OV KOl

EMEIGOA10. TVIYHOV UTopel va ivon odvvnpd dev givon 1 artio Oavatov (NHS 2015).
HpopMMpota Liehopporog

Ot dvokoAiec otV KATATOoN UTOPEl VO TPOKAAEGOVV TTEPIGGEL G1EAOV. MePIKEG POPEG
glval OVGKOAO Yo TO Atopo vo amoPdiel o TayOPELSTO GAAD OV TPOKLATEL OO TO

ot00¢ M 10 Aaptd AOY® TG ATOSLVALMGONS TOV LHLAOV TOL EAEYXOLV TO Br)Q.
AVOKOAO 6TV OVOTVON

Oco 100 vebpa kot ot pdeg mov Ponbovv otov €Aeyy0 TV AVELUOVOV GCTOSLOKE
KOTOOTPEPOVTOL KOL 1] CLVOTVOY] TOV ATOUOV YIVETOL AYOTEPO OTOSOTIKT OKOLOL KOl KOTAL TN
dugpkela g avamavong. Ta copntopata dHeTVolag Tov Topovctdlovtal ival cuvinBmg
wwitepa evoyAntikd 1o Bpdov. Mepucol acbeveic duokorehovial va avamvehcovy OTav

elvan Eamiopévol. AAV pmopet va dtakomel o Vvog Toug 10 Bpddv, Adym g SHGTVOoLaC.
YovaieOnpotikéc arhayég

H mpocsfoir) tov @rotompounKik®v tvev odnyel o ducapBpia Kot VIEPEKPPOACT TMV
KIVGEMV TOL TPOGMITOL OV GLVOOEVOLV TNV EKEPACT] cLVUGONUATOV. AVTd TTpoKaAel
aveEédeyKtn axoOolo VIEPPOAKY] TOPOLGIO VIOV KAGUOTOS 1 GTOVIOTEPO, YEALOV.

(Hausen, Josephson 2013. Aoyobétng, Mvlwvag 1996. NHS 2015).
ALNOYEG OTIC VONTIKEG IKAVOTITES

[Tepiotaciaxd, to dropo pe MND pmopel vo €povv onuoviikés OLOKOAlEG pe
GLYKEVTIPMOOT), TO GXEOIOGUO KOl T XPNOT TNG YADGGOS. Avtd glval YvmOTO MG YVOOTIKY
aAlayn Kot ovumintel pe pio Katdotacn mov ovoudletol petowmokpotapiky dvota (NHS
2015).
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Mo moALd ypdvia vrootpildtav 41t otovg acbeveig pe ALS mapapéver aBucto to chvoro
TOV UNYOVICUDV TOL €YKEPAAOL ot omoiot gival vrevbuvol ylo T vonTiky Agrtovpyio
(Hausen, Josephson 2013). ITapdia avtd vadpyovv mAéov deboveg amodei&elg 06t1 to ALS
GLVOEETOL GE €V TOGOGTO UE (vola. XtV TPAsn, eivarl SVGKOAO va. OvOyVmPLoTEL oV anTd
glval cuvéneln Tov Ayyovg Kol TG aywviog AOYo TG vOGov, 1 UK OVIOVOIKANGT TNG
pelmong Tov YvooTik®v Asttovpyuov. [TiBavoloyeitar 6Tt KAVIKA 1 YVOOTIKN oAA0yN
glvor kowvn, oAAL ocvyvd mopofAémeTar, AOY0 TOV SVOKOAIDV OTNV ETIKOW®VIO, 7TOL
amoKAEIOLV TOPAAANAL TV OKPIPY] EKTIUNCT TOV YVOOTIKOV AEITOLPYI®DV. MepiKol ek TV

actevav avanticsovy aeacio Kot kdmota anpasio Tov AOYov 6g KAmolo 6Tdd1o g VOGOoL

(Leigh et al 2003. Mitsuyamal984. Murphy et al 2003. Toeppevtoein 2013).

ZOUTTOPRATE TEMKOD 610010V

KaBng 1 vooog eelicoetar Kot Tével 6To TeMKd oTdd0 ot acheveic avtipetonilovv:
- ov&avopevn TapdAVoT| TOV COUATOS, oTUdLNKE KabioTavTol TeTpamAnyiKol

- ONUOVTIKT OLGKOAMO GTNV AVATVON

- ONUOVTIKT OVGKOAIN GTNV KOTATOGN

H omowdnmote pn emepPatikn avomvevotiky vrootnpién dev eivol opketny yuoo vo
aVTICTOOUIGEL TNV AOAELD TG PLGLOAOYIKNG Agttovpyiag TV Tvevpdvmv. e avtd 10
014010, T0 mepocotepa dropo  pe MND PBpiokovior ohoéva kot mepoGdTEPO GE

Kataotacn vavniMoag tpv técovv og Babdbd vvo, 6Tov cuvnBwe Tebaivouy elpnVIKA.

XopaknploTikd TG VOGOU 0TS TPoavapépOnke etvat n eKAEKTIKOTNTA GTO BAvaTO TOV
veupikadv kOTTopov. Agv gpeavifetar PAAPN Tov aeTikdv 000V 1 TOV PLOUICTIKOV
00V NG CLVEPYLNG TOV HL®OV. ExAektiky mposPoAn vmdpyel Kot €viOC TOL KIVNTIKOD
cvoTiuatog. Agv emnpedloviotl ot Kivntikol vevpmveg mov eEumnpetodv v Kivnon tov
0p0aAL®V, OTWG EMIONG KOl OL VEVPADVES TOL VEPMVOLY TOVS GPLYKTNPES TNG KLOTNG KOl

TOV EVIEPOV.
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Amyotrophic Lateral Sclerosis (ALS)

/@Q |
)

' Nerve Cell

Affected
Nerve Cell

— Wasted
Muscle

ALS

Eiovo 1. Kivntikdg vevpmvag ko poeg emmpeacpévor omd 1o ALS

2.2.1.2. FALS

H mo ovyv popen KANPOVOUIKNG, €KAEKTIKNG TPOGPOANG TWV KIVITIKOV VELPOV®V,
KEVIPIKOV Ko Teplpepikayv, givar to FALS. Tlépa amd 1t petddoon tov pe TOV
OVTOCOUOTIKO EMKPOTOVVTO XOPOKTAPO, KAWVIKA gUeovifel TNV €OV TG CTOPAOIKNG
popong tov ALS (Aoyobétng, Mulwvag 1996). Anotehet 10 5-10% tov mepinttdcewv L
ALS (Hausen, Josephson 2013).

2.2.1.3. ALS Bulbar

XMV TPOUNKIKN TopdAvon Omwg dpopeTikd ovopdletor, mpooBdAiovrol Kupimg ot
TEPLPEPIKOT KIVNTIKOL VEVPAOVES TOL TPOUNKovS. OmOTE 1 AMOVELPMOT APYIKA POPE
OTOVG TPOUIKIKOVS POEG Kol Oyl GTOLG MVEC TOV Aved Kol KATO OKPOV KOl KAWVIKG
eppaviCetor TpMTO SLGKOAIN GTNV OAiL, GTNV KOTATOGY, 6TN Udonon Kot 6tnv Kivinon
TOV WOV TOV TPOcSOTOL Kot NG YA®ooac. H dvokoAia oty opidia (dvcapOpia) eivar
ouvnBmg 10 TPMOTO oNUAdL Kat ot acBeveic mBavov va unv pumopodv va apbpdcovy péca
og Ayovg pnves. HapdAinia kaBhg 1 katdotaon eEelMoceton 1| Katdmoon yiveTar OAO Kol

mo dvokoAn  (dvoeayia). IIpocPfdaier mepimov 10 20-25% 1tV 0acbevodv mov
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dwytyvookovton pe ALS (Hausen, Josephson 2013. Aoyofétng, Mviwvag 1996. NHS
2015).

2.2.1.4. PLS

2mv tpotomodn TAdyo oKANpLuVeT TposPAAlovTol LOVO Ol KEVIPIKOT KIVNTIKOT VEVPADVESG
TOV OTEAEYOLG Kol TOL VOTiov pveAov. H ekpdMorn g QAOOTPOUNKIKAG KOl TNG
QAOOVOTION0G HOIpAG TOL OVAOTEPOL KIVNTIKOD VELPOVO KAWIKE eueaviletor oov
TPOO0dEVTIKG €EEMGGOUEVT] GIOCTIKY AOLVOUIN TOV KAT® AKPOV, TPV 1 LETA TNV OToia
exkdnAavetol omactikn dvoapbpio kot dvokatamocio. Kvpia yapaxtnpiotikd tov PLS
glvol n dvokoyio, ol KPAUTES Kol 0 TOVOG 6€ OAM TO. GTAOLN TG VOGOV, TOV OPEIAOVTL
0T OMOCTIKOTNTA TV podv. O Pnuotiopog aArdler, pkpaiver o dlackeMoUog,
mapotnpeital aotddeio Kot ttdoels. Ta copntdpate propel vo mepAapfavovy duckoAio
pe v 1ooppomia, advvopio kot adeSotnto otnv kivinon. H avamvor umopet va
emnpeoctel oe mpoywpnuéve otddla g vocov. (Hausen, Josephson 2013. AoyoBétng,

Mviwvag 1996).

H e&éMéEn g vooou mowkiret. Edv ot kGt Kivntikol veupdveg dev emnpeacstovy evidg 600
€TOV, N V000G mapapével cuvnbog o kKabapn vosog tov dve Kvntikov vevpovo. H
ouwpkela Long ondte Ba pmopovoe oLGLOCTIKG Vo €ival EUGLOAOYIKT], avAAoyd LE TO OV
napopével og kaBapd PLS 1 petarraytel og ALS. To PLS anotedet tnv mo omdvia popen
MND ot mpocfBdrer mepimov poévo to 5% tov oacbevov (Hausen, Josephson 2013.
Kuipers-Upmeijer, Jager,Hew, Snoek, Weerden 2001. Tartaglia, Rowe, Findlater, Orange,
2007).

2 oebvn PProypaeia otig popeéc tov MND mepilapfavetat kot 1 TpOOdELTIKY HVTKN
atpoia. (Progressive muscular atrophy, PMA) kot 6€ avti 1 To KOWwn HOpev NG, M
Nortwio poikn atpoeio (Spinal muscular atrophy, SMA). v nopodoo perétn énmg kot
0€ QALEG OYETIKEG PEAETEG, OEV AVOQEPETAL QTN 1) LOPON YTl dev EXEL KATAYPAPEL GTA

amoteléopato s Epguvag o MND, aAld Katoypdeetol oav EexmploTh opuada vOGmV.
2.2.2. Eménpoloyka otovyeio

To MND egivan oyetikd omdvio voGog pe etnoto emintmon mepinov 1-3 mepumtdoelg ava
100.000 wAnbvopov, emumoracud mepimov 5-7 avé 100.000 kot pe xdmog peyordtepm

oLYvOTNTa G AVOpEG Ge oyéon pe Tig yuvaikeg otic Hvopéveg TloAreleg kot v Evpdnn
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(1.5-2:1). Zopntdpato Propovy v ELPAVIGTODY G€ 0ToldNTOTE NAKia, oAAG gival To
oLYVN M EUPAVIOT TNG VOGOV o€ dtopa NAKiag ave Tov 50 Kot To GLYKEKPIUEVE LETAED

56 ¢w¢ 63 etcdv (Hausen, Josephson 2013. McDermott, Shaw 2008. Orrell 2011).

2oppove pe tov Worms (2001) n ovyvomnta tov MND €yet avénbel tig teAevtaieg
deKoetieg oe oyéon pe moiootepa. Emonuaiver 60t - adénon apopd mEPIGGOTEPO TIg
votdtepeg Evpomaikég xdpeg, Tig yuvaikeg Kot tov TAnbuoud ave tov 75 etov. Oswpel
mOavov N avénon va ogpeiletal 6TV aENOT TOV TPOGOOKILOL EMPIMONG, OTIC KAAVTEPES
ueBodovg dtdyvmong mov Exovv avartuydel kabmg Kol 6T GVLAAOYT KOAOTEP®V SEGOUEVOV
oV  aeopovv Tovg Bavdatovg. Agv amokdelel moapdAAnio vo ogeidetor ev pépel oe

TEPPAALOVTIKOVG TOPAYOVTEG,.

Oocov agopd v Konpo, to mpdta dedopuéva yio Tov ev Adyo TAnBuoud cuykevipodnkov
péca amd v perétn ovt) Kot Oa yiver avapopd og avtd otn cvvéyelo. Emypoppoticd
aVOEEPETOL OTL EUTITTOVY HEGO GTO TOYKOOULO ETONUIOAOYIKE oToLyEi. OGOV apopd TNV

oLYVOTNTA, TO VA0 KOl TNV NAMKIN ELEAVIOTG TOV CUUTTOUATOV.

2.2.3. IllaBo@uocroroyia,

Cell body Schwann

= cell nucleus e N
i =
- | - },:_,. * B\ ) o
- G — \ o %
E _i* Myelin B8 r
W — sheath
f\_A = ' f -
\ Node of : -
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Eixovo 2. Zyedidypappo evog KATO KVNTIKOV VELPGOVO 0 omtoiog Ppioketol 610 votiaio
HLEAD KO LEGO TOL TEPLPEPTKOD VEVPOL PTAVEL GTOVE PVEG OTOV OIVETAL 1| EVTOAT Y10l TV

gKovota Kivnon.

To wvpro maBoroyoavatopkd yvopispo tov MND egivor n ekhextiky mpoodevTiky
eKQOMON Tov 0dMYel 6T GLPPIKVMOSN Kol TEMKE 6TO BEVOTO TV TEPIPEPIKDOV KIVITIKMOV
AL KO TOV KEVTIPIK®V 1) TUPAUSIIKOV 1 PAOIOVOTIOH®V KIVNTIKAOV vevpavmv. O Bavatog
TOV TEPLPEPIKMOYV  KIWNTIKAOV VELPOVOV O0ONYEL G€ OMOVELP®OT KOl OTPOPia T®V

aVTIGTOY®V PVIKOV VOV (eikova 1).
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Ewova 3. H guoikr] cuvéyelo tov Gve KIVITIKOV VELPOVOV Eivol 01 KAT® KIVNTIKOL

VEVPAOVES 01 OTTOT01 PEPVOVV GE ETKOVMOVIO, TO KEVTPIKO VELPIKO GUGTNLLOL [LE TOVG HVEG

Ot kvnTkol vevpdveg amoTeAOLV TIG OepeMdOElg HOVAdEG UETAOOONS ONUAT®V TOV
VELPIKOV GLOTHHOTOG. To CVOTNUE TOL KEVIPIKOD KIVNTIKOD VELPOVO 1] OAVAOTEP®V
KIVITIKOV VELPOVOV €ivol £€vo, GOGTNILO VELPOVOV TOV 0 POAOG TOV 0QOPA TNV EMITELECT
TOV €KOVCIOV Kvnoemv. H @uoikn Guvéyxelo tov KeEVIPIKOU KIVNTIKOU VELP®VO €ivol O
TEPLPEPIKOG 1] KOTMOTEPOS KIVNTIKOG VELPAOVOS O Omoiog amoteAeitar  amd TOVG O-
KWW TIKOVG VEVPMDVES, TOL PEPVOLY GE EMIKOLVOVIO TO KEVIPIKO VELPIKO GUGTNUA LE TOVG
poec. Méow g vELPOULIKNG cuvaymg mov oynuatilovv pe Tig Poikég tveg tov poov,
dtvouv TV €VTOAN OTOLG MVEC VO GLUGTOGTOVV KOl VO KATOGTEL £Tol duvartn 1 kivinon
(ewova 2). Bpiokovtol ota mpdcsdia képata Tov voTIoiov HLEAOD, £X0VV HEYAAT SIAUETPO
Kol veupavouv o Kabévag éva petafAntd aplud wvov ypapuotodv poov. H Asttovpyld
TOVG emnPealeTol amd TO TLPOUOIKO CLOTNUO Kot O€yetal  emdpdoel; ond To
eEOMUPAOIKO GVGTNLA, TNV TOPEYKEPAAIO0 KOOMDG KOl TO VOTIOL0 pOUGTIKO UNYOVIGUO
HEGO TV Y-KIVITIKOV VELPOVAV, Ol OTOI0lL GUVEICOEPOVY GTO PUGLOAOYIKO TOVO KOl TOL
GUOTOTIKA OVTOVAKAQGTIKA. Me autd Tov TpOTO 01 0- KIVNTIKOT VEVPMOVEG ATOTEAODV TNV

TEMKT] KON 000 Yo TNV KIvNTIK) opactnpotnta kot oyetilovrol pe tov EAeyyo Kol
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dtpnon Tov puikov TOvou (eikova 3). e mepintmon PAAPNG TOV KIVITIKOV VELPOV®V, 1

Kivnon kaBictoton otadiokd and dSvoyepns £oc advvatn (Aoyobétng, Mviwvag 1996).
2.2.4. IBavé aitia TS vooov Tov KivijTikoU vevpova, - [laboyévera,

Ta aitie wov wpokarlovv 1o MND eivon kotd kOplo Adyo dyvoota. [Tiotedeton ot eivan
£€v0OG CLVOLOGUOG EMLNUI®V YEVETIKOV, TEPIPAALOVTIKAOV TAPAYOVIOV Kot TOL TpOTO (NG

(ewova 4).

A&iler va onuewmBel 0Tt éva onuaviikd PAUa TPOS TNV OEPELVNOT TOV OITIOV TTOL
npokarovv To MND é&yive dtav ot emotquoveg avoakdAlvyay 6Tt HETOALAEES GTO YOViOl0
mov mopdyst v vrepoledikn dvopovtdon (Cu/Zn superoxide dismutase (SODI1)
oyetiletar dueca pe to FALS. Téooepic onuavTikég YEVETIKEG LETAAAAEELG LEYPL OTIYUNG
&xovv gvtomotel 610 5% TOV ATOUMOV HE OIKOYEVEIOKO 1GTOPIKO TNG VOGOL TOL KLVNTIKOV

vevpava (Al-Chalabi, Battistini et all 2010. Conwit 2006. Leigh 2000).

Eni Tov mapdvtog, ot epeuvnTéc dlepeuvovy Tapdyovteg mTov pmopel vo oyetilovtat pe v

epedavion tov MND. Avtol ot tapdyovteg mepthapfévoov:

e X210 polo tOVL YyAovTOUKOU o0&Em¢ (glutamate), evog vevpoodafifacty otV
KOTOGTPOPY] TOV KIVITIKAOV VELPOVOV.

e X dpdomn tov RNA. Adpavi kot avodpoieg paleg TpoTeEivOv avanTticcovTol GTo
E0MTEPIKO TOV KIWNTIKOV veELp®OVWV. Bplokovtol oyxeddv oe Oheg tic mepurtwoelg MND
Kol Umopel va S1aTapAEovy TNV OPOAT AELTOVPYIR TOV KIVNTIKOV VEVPOV®V, 1| TOVAGYLGTOV
elvan évag delktng 6TL T0 KVTTOPO £ivar KAT® amd peydin mieon.

e AVT0dvOGEG OVTIOPACELS TOV OVOCOTOUTIKOD GUGTHLOTOG TOV TPOKAAOVVTOL OTOV TO
010 T0 avocomOMTIKO GUGTNUA EMLTIOETOL GTOL KOTTAPO TOV GOUATOG,

e Emmpeacud 1OV GUOTNUATOV HETOPOPAS TV OPETTIKOV OVCIOV KOl GAADV YNUIKOV
OLGLMV GTO KVTTOPO KOl TOV anofAntov Tpoidviwv EEm amd to KHTTOPO.

o [IpopAnuata pe T vevpoyrolakd kOttapa, ta omoia mepifaiiovy kot otnpilovv Tovg
KIVITIKOV VELPOVOV KOl TOLG Tapéyovy Opentikd cvotatikd, PBonbovtag emiong oty
OVOUETAO00T TANPOPOPIOV OmO TO £VO VELPIKO KOTTOPO ©TO GAAO. AVTO €xel ™G
OTOTEAEGHO OL VEVPAOVES VoL UMV AauPavouv TAEOV TNV LIOCTAPIEN Kol TN OLTPOPT) TOV

YPEWLOVTAL Y10l VO AELTOVPYGOLV KAVOVIKAL.
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e Awrapoyn g proyovoplokne Asttovpyioc. Ta putoxdvopia mapéyovv Ty evépyesia
OV £VoL KOTTOPO YPEGLETOL Y10 VO TPOLYLLOTOTOGEL TNV KAVOVIKT AELTOLPYin TOL.
o [lepiBarroviikol AOYol, OTWG HOAVVOELS, TOEIKEG OVGIEC, Kol OUTPOPIKEG EAAELYELS

(Hausen, Josephson 2013. NHS choices 2013).

H maBoyévero tov MND ogev €xel mAnpwg dtevkpviotel. Av Kot £yl EVIOTIOTEL OTMG EXEL
mpoavopephel oe molo onueio Tov VeEVPKOL cvoTHUOTOg Ppioketal TO TPOPANUA, Ot
nafoyeveTikol unyovicpol ot 0moiot 00MYOUV GTNV EKPVUAICT] Kol TO BAVOTO TOV VELPOV®V
o010 MND, givot axopa dyvootot o€ peydro Pabpd. Av kot vdpyovv TAndopa vrobécemv
OGYETIKA PE TNV TOOOYEVETIKN SLOOIKOGIN TOV EUTAEKETOL [LE TNV €V AOYO VOGO, Kopio gV
givor amdlvta axpiprg (Donohoe, Brady 1996. Hausen, Josephson 2013. Jeans, Ansorge
2009. NHS choices 2013).

2.2.5. Avdyvoon

H dudyvoon eivar kAvikn kot mopaxivikny. H kivikr| didyvoon Boaciletal oto 1610pkd
Tov acbevolg e ocvvovacud pHe TNV KAVIKY €kOva. Agv VIOPYOLV GULYKEKPUUEVEG
TOPOKAWVIKEG  SloyvmoTikég e€etdoelg edkd yuo T ddyvoon tov MND. M cepd amd
dwyvootikég efetdoelg deEdyovtar yioo vo emBePatmbodv To yopaKINPIoTIKE Kol Vo
AMOKAELGTOVV OAAEG TaBoAoyieg, cuvNBwG VO TV KaBodTynon evog vevpordyov. Mmopel
VO {PELOIGTOVV OPKETOL UNVES Y10l VO, ATOPOGIOTEL OTL TAL KAMVIKG EVPTLATA EIVOl GUVETT pE
™ mlavoAoyovpevn Odyvoon. Avtiy 1 GLVTNPNTIKY TPOGEYYon elval Kotavonti,
dgdopévng g mpdyvoon ¢ vooov. Emiong oe apketéc mepmt®doelg 1 odyvoon g
vocov pmopel va kabBvotepnoet, kabdg o acBevig dev avtihapupdveral T coPapodtnTa TV

CLUTTOUATOV, OCTE VO AreLOLVOEL £yKapa 6TV KATAAANAN LOTPIKY] E01KOTNTO.
Ot dyvootikég eetdoeig mepthapfavooy:

e Hektpopvoypaenua (Electromyography EMG)

Ocwpeiton n kategoynv dwyvootikn péBodog toco yua v motonoinon tov MND 660 ko
Yoo ToV oplopd G Paputntog g KAWIKNG sikovag. Méco tov EMG emPefaidveror 6Tt
TPOKELTOL Y10 EVTOVN KOl GUVEYN OTOVEDPMOT) TV VAV GE SLAPOPa LEPT TOV GMUOTOG,.

o Aokipég ayoypotntog tov vebpov (Nerve Conduction Tests) kat dtokpaviakn
poayvntikn diéyepon (Transcranial Magnetic Stimulation TMS)

['vovton cuyypéveg pe to EMG.
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e MoayvnTtikn Topoypaeio TG owyevikng poipag g omovovAikng oting CT 1/xar MRI
GOPMOT TOV EYKEPAAOD KOl TOL VOTIOIOL HVEAOD

[ivovton Yo va yivel Stapopikn dtdyvmon and KivnTikég vevporddeies 1 poomddetes kabmg
KOUL Y10, TOV OTOKAEICUO AAA®V TOOOAOYIKAOV KOTAGTACE®MV E TOPOLOLN KALVIKT EIKOVAL.

o  AvaAdoelg aiploTog Kot ovpmv

Eivon amopoitmteg yio tov amokAelopd GAA®V acBEVEIDV TOL TPOKAAOVV TOPOUOLN
VEVPOAOYIKO GUUTTMOLLOTOL.

e Buoyia poog

Mmnopel va OewpnBel 6T amokAeiel 1] d1y1yvOOKEL ACOEVEIEC LVDV.

2100 MND ot nAektpodtoyveootikés e£eTdoelg mapakolovfovy emmAéwv v e£EMEN g
VOGOL KOl UTOPOLV VO TapEYOVV TPOYvmoTikée mAnpoeopieg (Carvalho, Johnsen,
Fuglsang-Frederiksen 2001. Duleep, Shefner 2013).

2.2.6. llpéyvemon

H npdyvoon mowirer avdroya pe ™ popen tov MND kot thv nhkia évapEng. Mepucég
popeég ommg eivar to PLS dev eivan popaio ko e€ehiocovtar apyd. Onmg €xer Mo
wpoavagepBel pepucés popeég ommg eivar to ALS eEghicoovtarl paydaio kot n emPicoon
Kopaivetol wepimov amd 3-5 €11, ek10g OTIG TEPUITAOGEIS TOV 0 acHeviC VTOPAALETAL GE
UNYXOVIKY] VTOGTNPIEN TNG OVOTVONG OLAUEGOV TPOYEOTOUNG OmOTE M (™1 TOV ATOUOV
nopoteivetor. T'iveton oyetikn avoaeopd ot ocvvéyeia (Hausen, Josephson 2013. Orrell
2011).

2.2.7. AvayKeg @povTiong

Ot avaykeg epovtidag towv atopwv pe MND apopodv moArovg touelg kot aArdlovv
ocuveyds KaBdg M vocog egeriooeton kol o cvuntopate aAlalovv. Kabaog n vdcog
eEedlooetan 10 ATopo YAvel GTAdIOKA OAES TIG AEITOVPYIKES TOV KAVOTNTES, YpELaieTar va
ypnowonolel péca oTAPIENG NG GVATVONG Kol TNG GITIoNg Kol £(El AVAYKN GLVEXOVG
epovtidag. Ot avdykes @povtidas apopovy mEPaV amd T0 PLOAOYIKO, TOV YLYOAOYIKO, TOV
TVELHOTIKO KOl TOV KOWmVIKO Ttopéa. H avénon g avammpiog onpovpyel emiong
TPOKTIKEG ovaykeg (S10pOpPmoN TOV YDPOL SaHOVIG, EEAGPAMOT TEYVIKOV HECMV TOV
Ba dtevkoddvouv TV KaBnuepV epovtidag Tov acbev), Ponbeto kot ekmaidevon otV

Kabnuepvn epovtidn).
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Me dedopéva mpmTo, OtTL dev €xet Ppebel axopa amoteleopatikny Oepancio yioo to MND,
dguTeEPO OTL elvan por ameAnTikn yio ) {on To0v atdpov vOsog Kol TPITo OTL GVVEXMG O
Babuog avoamnpiog Tov 0cOeviy HEYOAMVEL, 1 TOPOYN TOPNYOPNTIKNG, OVOKOVPLGTIKNG
epovrtidac (palliative care) sivar kaBoploTiknig onuaciog yio TNy KGALYN TOV oVAYKOV TV
atopov ovt®v kabdg M vococ eEeAiooetal, emonuaivovtag OTL M EUTAOKN NG
TOPNYOPNTIKNG PPovTidag Bo mpémel va gival oVoIHGTIKY Omd TN GTIyUn NG Oldyvmong

(Oliver, Aoun 2103. Kapadruoag 2005. Ng, Khan 2011).

O TIOY opilel v mopnyopnTIKY, OVOKOVQLIOTIKY] QPPOVIION ®C U0 TPOGEYYIoT) OV
Bedtidvel v modTo {ONG TOV 0GHEVAOV Kol TOV OIKOYEVEUDY TOVG OV AVTIUETOTILOVV
mpoPAquata mov oyetilovrotl pe anenTikég yio ™ {on achéveleg, HEow TG TPOANYNG Kot
G avaKOLPIGNG TOL TOVOL, LECH TNG TPOUUNG OVOYVMOPLONG KOl PTG EKTIUNONG Kot
OVTILETOTIONS TOV OAYOVUS Kol GAA®V TPOPANUATOV, COUATIKOV, YUYOKOIWVOVIKOV Kol

nvevpatikdv (WHO Definition of Palliative Care 2015).

2oppova pe tov opopd tov IOY vy v moapryopntikny @povtida, ot otdyol TNg
epovtidog Yo to dtopo pe MND 0o mpémer vo emkevipdvovtol otn peiowon Tov
EMMTAOGE®V NG VOGOL oTovV 0c0evi] Kol TNV OKOYEVEWD TOL, OTN JSWITHPNOT TOV
AELTOVPYIKAV TOV IKOVOTNTOV Yo 0G0 gival SuvaTodv Kot 6Tr Onpovpyio. cuvOnk®v mov vo
EMTPENMOVY GTOV aG0EVN KO TNV OIKOYEVEL TOV VA LTNPGOLY TNV TtotdTnTo (NG TOVG,
divovtag Tovg ™ dvvatdtta va oovy pia yepdtn (o 6co givon dvvatdv (Oliver, Aoun
2103).

Mo v enitevén TV TO TAVO GTOYWOV KOl EXOVTAG VITOYN TNV OVAYKN OVIILETOTICNG
TOAADV OLOPOPETIKMOV AVAYK®V Ol OToieg dpEPOVY Omd GTOHO G ATOUO, 1M TAPOYN
AVOKOVQLIGTIKNG @povTidag Yo Ttoug acBeveic MND kot Tig owkoyévelég toug Kpiveton
amopaitto va eivor g€atopukevpévn kot vo mepthapPdvel d1dpopeg TTLYEG G OAOL TOL
otadio g vocov (Pongratz, Zierz, Fischer, Swash, Jenkinson, German 2003. Oliver, Aoun
2103).

Ta moAlomAd {nTMHOTe Kot avnovyieg Tov TEPLYPAPOVTOL TTO TAV® Ogiyvouv TV avdykn
Yo po0 OEMIGTNUOVIKY]  TPocEyylon ot owyeipion 1o MND. Muw  opdoa
amd KOTOPTICUEVOLS emayyeAoTieg vyelog elval amoapaitntn yu v aEloAdynon kot
dwyeipton 6Awv TV VXDV ™S Epovtidac. ['a va eEacpalotel 0Tt 1 Ppovtida givol

oLVTOVIGUEV Kol OTL ot acbeveilg kot ot owoyéveleg awsBdvovior vmoot)pi&n, eivol
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oNUAVTIKO OTL 1 opddo va PpioKETOL GE TOKTIKY E€MAQN HE TOVG 0oBevels, va €xel v
amopaitnTn eumelpia Kot yvoon yio to. (Tpato Tov apopovdV To ATOHN oVTAE Kol OTL To
UEAN NG vo. Egovv amoteleouatiky emkowvovia peta&d tovg (Oliver, Aoun 2103) kabng
Kol pe v tpoToPdfia opdda Tapoyne epovtida vyelag Kol TG TaPEXOUEVES VIINPEGIES
g Kowotntog 0mov dtapével actevig. AtevkpviCetanr 0tt ta dropo pe MND mov dev
UTopovy va £xovv mpdcPacrn oe €vo eEEOIKEVUEVO JIEMGTNHOVIKO KEVTIPO ADYO TNG
KOTAOTOON TOUG M KOl YO YEOYPOPIKOVS AOYOUG, M OLEMIGTNUOVIKY (@POVTidn &ival

amapaitntn oto nepiPdilov tng kowvotntog (O’Callaghan, Murray, Vance 2014).

Evioybovtog 6ca €xovv mpoavapepbei, ot Hughes, Sinha, Higginson, Down ko1 Leigh
(2005) emonuaivovv e po £PELVA TOVS TO POAO TNG TOPTNYOPNTIKNG PPOVTIONG 1 omoia
GUVETAYETOL TNV TANPN, OAMGTIKY PPOVTION TV ATOUMV LE TPOOOEVTIKT AcGHEVELN KOl TOV
OIKOYEVELDV TOVE. ZOUPMVA L€ TOVG GLYYPOPELS Ta dtopa tov Lovv pe MND amoutodv pua
GEPA OEMIGTNUOVIKOV VINPECIAOV OVOKOVPIOTIKNG PpovTidas. Méca amd ) peAétn avtn,
dtvetan pa véa Tpoogyyion Yo TNV Katovonon tev emntdceny 1ov MND kot tov tponmv
LLE TOVG OO0V 01 VTINPEGIEG UITOPOVV Vo PEATIOO0VV OGTE VO KOADYOLV TIG OVAYKES TMV

oc0evav.

Ta otoyeia eniong deiyvouv 0TL  moAvBepatikny epovtida oe e&gdikevpéva kévipa MND
oonyel oe Pertimon g modtrag {ong, peltwpévn voonieio Kot HEPEG TAPAUOVIG OE
VOOMAELTHPLO, OVENCT] TOV TOGOCTAV EMPIOONG KOU GYETIKA UEIWUEVN  avomnpio
(Anderson et al. 2012. Chio, Bottacchi, Byffa, Mutani, Mora 2006. Ng, Khan, Mathers
2009. Traynor, Alexander, Corr, Frost, Hardiman 2003).

A&ilel va onpeiwdel eniong 6t1 odupwva pe tov David (1996) n modtnta T @povtidag
oV TEMKN @don g vocov eEaptdtar g peydrlo Babud amnd v mapnyopnTiKn epovtion
oV TopEYETOL KOT OAN TN dwdpkeld ™G e£EMENS ™G vooov. T v eacpdion tov
OKALOUATOG TOL dTopov vo meBAveL [Le Tov TPOTO Kol 6TO XDPOo mov emBuvpel, givan
avaykoio 1M wOpoYN  MOPNYOPNTIKY)  @POVTIIONG HEGH omd OCLVTOVICUEVT]  opdoa
enayyeApatiov vyeiog mov Ba 1o otnpilel oe OAa ta otadio g vosov Kot Ba to Bondrnoet

Vo TAPEL TIC OMOPAGELS TOV EMBVLLEL.

Avamogevkta, 1 acOévela eEehiooetor kot 0 acBevi)g Kot 1 owoyévela umopel va Exovv
avaykn vo cu{ntioovv v teMKN @don g acbévewns. H mpoosektiky) cvlnmon tov

Bépatog pe tov Tpdmo Kot To puhud mov kebopiletar and Tov achevi], TNV OKOYEVELD Kot
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TOVG PPOVTIOTEG PonBd 6T SOUOPP®SN TNG LOPPNS oL Ba £xel M PPOVTION GTO TEAOG.

Kdamowa and ta {ntipata wov cuyvé culntovvio givo:

1. H mepibolym og kEvipo epoviidag acbevodv telkol otadiov (Hospice).

2. Tpémotl dayeipiong T®V CLUTTOUATOV OTMOC €IVOL Y100 TOPASELYHO 1) OVATVEVCTIKN
dvuoyépela, o Kivouvog Tviypov 1 1 dSVGTVOLd.

3. Ex tov [Ipotépov Odnyieg yio @povtida (Advance Directives) Bonfovv thv vioroinon

TV embouuidv Tov achevn.

Ex tov IIpotépmv Odnyies yio ®povtida (Advance Directives)

Ot acBeveic pe MND £€yovv ) duvatomnta va Aapovv av to embupolyv, €k TOV TPOTEP®V
amo@aoelg oyxeTikd e ™ Oepamevtiky mapsupoon 1 tn dokom TG, Aappdvovtag vToyn
mv alovoétTo Voo PNy UIopovV Vo EMKOIVOVNCOVV KoOdg efelocetal 11 vOGOG.
[Taipvovtog oamopdoelc and to apylkd oTadoL Yoo T UEAAOVTIKN 10TPIKN ¢GpovTida,
npoypappotilovtag OnAaon yio To LEAAOV TOV €vag acBevNg, TOL EMITPENEL VoL £XEL TOV
éleyyo TV amopdoemv yio T (N Tov Kot umopel vo fondncel To dtopo oAAd Kol TOvg
01KelOLG TOL VO LEWDOOVV TIG AvNnoLyies Yo To HEAAOV Kol vo €lval mo Mpepol ota
televtaio otddio g vooov (Advance Care Directive Australia 2014. Gelinas, O*Connor,
Miller 1998. NHS choices 2013).

2.2.8. YoyoKoveoviIKES 0106 TAGELS

2.2.8.1. Yoyohoyikéc EMATOOCELG

‘Eva dropo pe MND zmpémetl va avTipetonicel TOAAATAES OTMOAELEG, TOV IKOVOTHTOV TOV,
TOV €0VTOV TOL OTMG TOV YVOPILE TP, TG oveEapTNGiag TOv, NG EPYOCING TOV, TOL
POLOD TOV GTNV OIKOYEVELN KOl GTO KOWVWOVIKO GUVOAO EVA GUYYPOVOS £PYETOL OVTILETOTOGC
pe mOAAQ, OVGKOAN GTY SLoYEIPION TOVG GLUMTAOUATO KOL TNV aVEAVOLEVT EEAPTNON TTOV
nmpokarlovv. Oha avtd, £x0vTog TAPAAANAL VO AVTILETOTIGEL TO YEYOVOS OTL TPOKELTOL Y10l

po ameldnTikn yio tn (o1 Tov voco.

Avoamdpevkta ot acBeveic mépav and TO CLUTTOUATO TOV TPOKAAOVVTAL GUEGO OO TN
v060, TaPoLGLALOVY KATOW EMTAEOV GUUMTAOUATO TOV OPOPOVY TNV AVTIOPAOT) TOVG GE
o0ca Pudvovy Kot EKONAMVOVTOL HE AyYOG Kol @OBO Tov pe TN CEPAE TOVG Umopel va
npokaAécovy abmvia, KatddAwyn, 1 akdpo kot kpioelg mavikov (NHS 2015). To droua

Blidvovy TOAD OTPEGOYOVES KOl GUVOLGOMNUATIKA (QOPTICUEVEG KOTAGTACELS € OAN 11|
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duapketa eEEMENG TS vOoov, dTav Aapfdvouy Ty dtdyvoon Kabdg kot 0tav Bo mpémetl va

AGPovv amopacelg TOV aPopovV TIS EMBLUEES TOVG 6GOV apopd TN dtayeipion g vOcsov.

H pelowon tov AStovpyikdv KoOvoTHT®V TPOKAAEL 6TO ATOHO pelmwon ¢ memoifnong
KavOTNTOG EAEYXOV KOl MG OMOTEAECHUO OLTOV, TNG CLTOEKTIUNOTNG TOV Kol EVTEIVEL TIG
TOAVOTNTEG EUPAVIONG CLUTTOUATOV EVTOVOL Ayyxovg kat katddiwyng (Hogg, Goldstein,
Leigh 1994. Goldstein et all 1998). H aAAayn tov pordv otnv okoyévela kot 1 eEGpTion
oV aeBevn] amd AALOLG £xEL EMiONG EMMTMOGELS GTNV 0icONon TOV €0VTOV, TNV ATOYT) TOV
dnAadn ya tov gowtd tov. Xapaktnpiotikd 1 Nettleton (2002) oe o avapopd g otov
Bury (1982) meprypapel v xpovio acBévela oav «Bloypa@iky] omodtopydvoon» Kadmg
OEV KATAGTPEPEL LOVO TO PUOIKO COUN EVOG ATOUOV OAAL OAN TNV TpoyLd TG CLmNG TOL og

TOAMG emimeda.

Oa mpénel vo emonuaviel 0tt ta dropo pe owoyevelakd6 MND (FALS) pmopei va
OVTILETOTICOVY EMTPOCHETEG WYLYOLOYIKEG EMMTMGES, KAODG €evOEYETAL VO EYOLV
avapvnoelg and 1o MND kot tovg Bavdtovg oty owkoyéveln Tovg Kot TopAAANAQ

avnovyia Yo To ToudLd TovG.

ATOTEAEGLOTA TOAADV HEAETOV KOTAOEIKVDOOLV TG GTUOOKA petdveTal 1 modtnta {ong
TOV OTOUOV oLTOV HETE TN ddyvemor kobdg avdvetor n avamnpio Kot wopdAinio to
k6ot0g TG epovtidag (Hughes, Sinha, Higginson, Down kot Leigh 2005. Pongratz, Zierz,
Fischer, Swash, Jenkinson 2003).

Y& ocuvdvoopd LE 0G0 TpoavaeEPONKaY, o evolapépov Epevva tov Ng kot Kham (2011)
vrootnpilel 6Tt Tpocwmikoi mapdyovteg (Personal Factors) emmpedlovv v eumelpio Tov
va Cer kaveig pe MND kot 11g otpotnykéc ovtipeT®dmong mov Ba  avoamtiéet.
Anpoypa@ikol  TAPAYOVTEG, TO KOWMVIKOOIKOVOUIKO €mimedo, 1 oLVOGONUOTIKY
KATAOTOON, 1 TPOcOMKOTNTA, 1 Opnokeia, ol mpocwmikég atleg Kot 1 cvuUTEPLPOPH

kaBopilovv oe Kamowo Babud tov Tpdémo mov o acBevig Ba Prdoet v gumepia tov MND.

2.2.8.2. Kowovikég emnTMOoElg

H vocog cuvoéetar pe v wovotnto Tov oTOHOV Y10 EPYOCIN KOl TNV EKTANPMOT TOV
KOWOVIK®OV TOL vroxpedoewv. H mpowpn apummpémon £xel apylkd €mmnT®oel; otV
TOVTOTNTA TOL 0cOevr], SLOTL aEOpa TEPAV amd TNV ATOI0CT TOL GTOV EPYOCLUKO TOV
YDOPO, TNV EVEPYN GLUUETOYN TOL GTNV KOW®VIO KOl TOV TPOTO TOL TOV OVTLLETMOTILOVV 0L

dArot. To mdg ot dvBpomor avidpodv eEaptdtar amd T EVOT TNG 0GHEVEING TOV O
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GLYKEKPLUEV TEPIMTMOOT TPOKELTOL Y10 [t TOAD cofapn kot amelAntiky yio ™ (o1 voéco
(Nettleton 2002).

Ot acBevelg Kol 01 OIKOYEVEIEG TOVG GLUYVA TPETEL EMIONG VO OVTILETOTICOVY KOl TOAAGL,
OIKOVOUIKNG eOoNg TpoPAnpata. Me dedopévo 0Tt o€ kKdmolo otddio to dropo pe MND Oa
otopotostl va gpydleton kon Oa ypetdletor fonbeta omdTE KOt 0 GHVIPOPOG {oMG XPECTEL
va 0AAGEEL epyacio 1] KO OTOUOTGEL KL 0VTOG VO, EpYALETOL, ONUOVPYEITOL G OTOTEAEG LA
™G UEI®ONG TOL E1G00NUATOG, TAPAAANAL LE TNV AOENCT TV EE00MV AGYO TMV OVOYKMOV
mov Onuovpyel 1 voécog, owovoulky emPdpovvon. Ot aAhayég GTOV  OIKOYEVELOKO
TPOLTOAOYIGUO pmopel va emnpedoovy o€ peydio Pabud v owoyévelwn, €WOKE ov
VIAPYOVY TAdLd, TTOV 16MG SLGKOAELTOVV Vo avTiAneBovv yioti Ba mpémer va yivoovv
aAlayég Kot mhovov peudoels ota 5000, 0TdTE KAT EMEKTACT] OALAYT €V LEPEL GTOV TPOTO
Comg tovc. Oro avTd TPOKAAOVY EMTAEOV AyY0G 6TOV 0cOeVT] O10TL TEPEY amd TO YEYOVOC
OTL vimBeL va yAveEL TNV IKAVOTNTO TOV Vo, €ival YPNOIHOG Kol VO TPOCPEPEL, VIdOeL OTL

emPapvvel v owoyéveto tov (Oliver 2011).

O1 oyéoceic pe ™/to cVUVTPOPO Ko TNV owkoyévela ennpedlovrat dpesa. Avtov Tov idovg
ol acBéveleg mpokaloOv mavtote £viaon HeTaEd TOV HEADV TNG OKOYEVELNS Kol E1O0UKE

peta&y tov Cevyapiov ( Goldstein et all 1998. Nettleton 2002).

Avotoymg ot Lwég mormv atopmv pe MND mepropilovtal onpavtikd kot 6Gov apopd Tig
KOwovikég cuvavaoTpo®és. A&ilet va onuewwbdel o6t yuoo kdmowovg acBeveig - povn
KOW®VIKY] GUVAVAGTPOEN oL £xovv gival Katd Tt OdpKeln emokéyemv oe aTpeio M
KhMvikéc. Oha ovtd pall pe v avénon g ovommpiog, 1 omoio dVGKOAEDEL TIg
UETOKIVIOEL, TPOKOAAOLV KAmowov Pabpod omopdvmon Kol KOW®VIKY] amOcLupon UE
QMOTEAECLO. TOV KOWMVIKO OmOKAEIGUO, o Pabudg tov omoiov efoptdror amd TIC
OTPOTNYIKES AVTILETMOMIONG OV O avamTOEEL TO GTOUO KO 1) OIKOYEVELD TOV KOOMDG Kot

and TV Kowovikn vrootpiEn mov Oa £xer (MND Care 2015).

2.2.8.3. Y0y 0KOIVOVIKES ETTTMOOELS GTNV OIKOYEVELD £VOS aTépov pe MND

Ag Ba mpémel va mapafre@Bovv o1 EMITOCELS TOV ETPEPEL 1] VOGO GTNV OIKOYEVELD EVOG
acBevi). H owoyévela emnpedaleton dueca amd v dmapén g vOoov 6€ TOALOVG TOUEIC.
Edikdtepa 6TIG TEPUTTOCELG TOV GTOWO TNG OKOYEVEWNS TTOV OMOKTOUV POAO PPOVTIGTH
emPapovvovtar molv. H ¢@povtida evog atdopov pe MND eivor cvvaicOnpatikd ot

YLYOAOYIKA TOAD omontnTiky|. To dyyog, o eoOPog kot 1 KatdOAwyn eivol CLUTTOUATA TOV
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umopet va fuvcovv kat ot owkeiot. H ammAgio tng okeldmTag mov TpoKaAgital Adyo TV
YVOOTIKOV 0ALOYDV KoL TOV OALOY®DV GTI GUUTEPLPOPA TOV acbevn, 1 Slapkng €yvola Tov
€(OVV Y10 TO OIKEIO TOVG ATOUO TTOL VOGEL, 1 KOWV®VIKY OmOGUPGCT], Ol TPOCMOTIKEG TOVG
dpaoTNPLOTNTEG TOV TTEPLOPilovTaL ONUAVTIKG, €lval HOVO LEPTIKOL OO TOVG TOUEIS GTOVG
omoiovg M vocog ennpedlel Tovg okeiovg mov avarapupdvovv poro epoviiot (Gelinas,
O'Connor, Miller 1998. Goldstein et al 1998. MND Australia 2014). Xpeialovtat
GLUTOPACTACT] Kol GTNPIEN KOODC TPV amd 10 Bpnvo yio ovtd oL GupPaivel GuVINOMG
GTO GUVIPOPO TOVG, EIVOL AVIHETOTOL LE TNV KaONUEPIV] PPOVTION EVOC ATOLOV LE TOAD

cofoapn| avammpio Kot TV TOAATAGV OEUATOV TOV TPOKLATOVY ATO AVTO.

Zuvoyilovtog, Ol EMATMGES 7OV Pudvouy 0 00OeVG KOl 1 OWKOYEVEWD TOL &ivol
TOALOTAEG. A@opovv TNV avarrpio. TOv 6TadloKd LEAVETOL Ue TIG TOAAES AVAYKEG OV
onuwovpyel, TIC WLYOAOYIKEG KOU KOWOVIKEG EMATOOCELS KOODS KOl TIS TPOKTIKES
emmTAOGES 6N (N TOV atdpov avtdv. Ola avtd emmpedlovv kaboploTikd TV TOIOTNTA
Cong toug mov e€aptdtan 6T GLVVEXELD GE peydAo Pabuod, and tov tpdmo mov yivetor m

dwyeipton g vocov.
2.3. Alygipion 1S VOG0V TOV KIVI|TIKOU VELPOVA

H mopépupaon covpewva pe tig diebveig odnyieg Oa mpémet va eivar acBevokevTpikn Kot va,
Booileton otig avaykeg ko Tig mpotunoelg kabe acbevry (NHS 2010). Ztoyever va
AVOKOVQIGEL OO TO GUUTTMOUOTO, VO OTOTPEYEL EMMAOKEG, VO OTNPNGEL TO UEYIGTO
Aertovpyikd eminedo Tov acbevn kot ™ péytotn dvvorn mototnta Long. H dwyeipion g
vocov o tehevtaia ypovia e&elMyOnke oe moAvBepatikn TpocsEyylon o€ po Tpocmddeio
KOADYNG TOV avayKOV TOV ATOU®V 0VTAOV, TOV EUTAEKEL SIAPOPES LUTPIKES EIOIKOTNTES LE
EMKEPAA] TO  VELPOADYO, Quolobepamevtés, epyobepamevtés, Aoyobepamevtéc,
OWTOAOYOVG,  KOWMOVIKOUG  AEITOLPYOVS KOl OUAd0  OVOKOLQIGTIKNG — OPOVTIONG
(O’Callaghan, Murray, Vance 2014. Zoing, Kierman 2011). Avtq n mpocéyyion £deie,
ommg €xet MO mpoavaeepbel 0Tt PBedtidver v mowdtnta (NG TV acbevav Kot
TapdAAnAa avEdvel Ta mocootd emiPimong yw mepiocdtepo ypdvo (Traynor, Corr et al
2003). Xtov mwvako 1 mopovotaletor 1 TOAVOEUATIKY TPOGEYYIOT TNG PPOVTIONG TOV
acBevov pe MND og yopec tov eEmtepikod pé€oca amd pio mo €VPEIR TPOGEYYION TOV
O0pov. Méca amd Tov mivakao @oivetol 11 onuacio Tov diveton o KAbe Topéa TG PPovTidng

Kot 0 HeYAAOG aplBUdS aTOUMY TOL GUUUETEYOVV GE QUTH.
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[Tivaxog 1

H molvBeuartixn mpoaeyyion s ppovtioog twv atouwv ue MND

[ToAvBepatikn pooéyylon g gpovTida 1oV atopwy pe MND

Baowkoti ovvepydteg tng (Stevpupéving) opadag

ZUVTOVIOTIG QPOVTIOuG
Katoikov ppovuotig (&) - ouviiBwg ovluyog / cvvipopog
[evikog 1Wtpog Kat opada npetofadpiag ppovtidag
E181k0¢ vOoooKO|HOG
AoyoBepamevtiig
EpyoBepaneutig
Duorobepanevtig
AltpooAdyog
Kowwvikdg Aettovpyog
KAvikog nAekTpo@uotoAdyog
NevpoAoyog
ZUHPBoVAOG 0TIV ATOKATAOTAOT
Opada mapnyopnuikig gpoviidag (ovpPovAog, E161KOG VOGOKOHOG, KAT)
[TvevpovoAdyog
Teyvikoi yu Bépata oL AVATIVELOTIKOD CLGTIHHATOG
Enepfatikog aktvoroyog (yo va ooy tel n yaotpootopia RIG)
['aotpeviepoAoyog (yia Siaxdeppikn evéookomkn yaotpootopio PEG)
Opada PuyoAoyikng otpiEng (mapoxr ovpfovAdy kot vrootpiEn oto névhog, LTIOOTAPIEN YL TOLG PPOVTIOTES)
ZupBovAELTIKT] LI PECTA YLK TNV OIKOYEVELX KAl TO TSt
+  Nevpoyuyordyog
+  Nevpovyiatpog
+  EBglovuiko npoowmko cuvoEopmy (Y. Luvéeopog Atopnv pe MND)
EBehovtéc

[Inyn: Leigh et al 2003
2.3.1. IaTtpo@appaoKeVTIKI] KOl KMVIKN @POVTION

210 mhaioto TG ToAVOEUATIKNG TOPEUPACTC 1 AVTILETOTIOT EIVOL GUUTTOUOTOAOYIKNY KO
VIOGTNPIKTIKN KOl TPOcaproletal avaAoyo [e T HOPEN, TO GTAd0 Kot TN coPapdtnta
™G Kotdotaong tov acevoic. H amoteAespatiky dloyeipion TV COUTTOUATOV ATOTEAEL
éva amd TOVG CTNUOVTIKOTEPOLS GTOXOVG TG PpovTidac TV atopmv ue MND (Miller et al
2009).

Ot ovotdoeig e Apepikavikng Akadnuiog Nevporoyiag yia ) dwayeipion tov acOevaov

pe ALS pumopodv vo cuvoyiotoby o¢ €ENG:

e H pulovloAn, (Riluzole) Oa mpénel va mpocpépetar o GAoVG TOVg acbeveic e ALS yia
v emPpddvvon g eEEMENG TS vOoOUL.

e H dwtpopn péow odadepuiknig evoookomikng yoaotpootopiog (PEG) Ba mpémer va
e€etdleton v ) otabeponoinon Tov copatikod Papovg o achevelg e dvokoAieg otV

KOTATOOM).
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e Y& TPOoYWPMNUEVO GTASO TNG VOGOL Otav 0 acBevi)g €YEl OVAYKT OO OVOTVELGTIKN

otpi&n, vo divetar N EMAOYN Un EMEUPATIKNAG OVOTVELGTIKNG VTOGTHPIENG LE OEPIOUO

fetucnc mieong (Non invasive ventilation, NIV) yia ™ Ogpomeio ™ avomvevoTiKng

OVETAPKELOG.

e H unyavikr eomvony / exmvon pmopei vo. Oempnbel ypriiowun yw tov kabapiopd
exkpioewv oe acbeveig e petmpévn pon Pya, Wwitepo Katd TN ddpkela pog o&eiog
AOTHL®ENC TOV KATMOTEPOL AVOUTVELGTIKOV.

e H emgufotiky ovomvevotikn vmootnpiEn HE OVOMVELSTNPO HEGH TPOYEIOTOUNG
(Invasive ventilation via Tracheotomy, TPPV), 1 omoio omattei tpoyetotopia, emA&yetal
HUOVO GE GUYKEKPIUEVEG TEPTAOGELS, OTav amoTvyydvel to NIV kot 6tav 0 61dyog Kot
OLYKEKPIEVO aitnua tov acbevi elvar n mapdtacn g emPioong. Emiong otav o
acbevc givar véog nhklakd kot €101k Yo acBeveig pe kupiog ALS Bulbar kot cofapn
dvokorio 6TV KABapomn TV ekkpicemv Tov dev umopet va eheyytetl, tote 1o TPPV givan
mo EekdBapo Swcaroroynuévn emroyn. Acbeveig pe TPPV ypeidlovtor amapaitnta
24mpn epovTida Kot KOTAAANAO SIOUOPPOUEVO XDPO SLOUOVNIG.

e Noa yopnyobvtol LLOYOAUPMTIKE Y10 TV AVOKOV(LIOT TNG CTACTIKOTNTAG.

e Na yopnyeltor QUPUOKEVTIKN AY®YN OOTE va HelwBel cuvarcsOnpatikny aotabeio

e No yopnyeltot QUPUOKEVTIKN AY®YN OCTE va LelwBel 1 oleAdppota.

e No yopnyeitol QOPUAKEVTIKY Oy®YN] Y10 TO AyYOG Kot TNV KaTdOAym.

e No yopnyelton QUPUOKEVTIKT OLY®YTN Y10 TOV TOVO 1) TIG KPAUTEGS.

e Y& mpoywpnuéva otdota g vocouv umopel va 600el poppivn dote 0 asBevig va vidbet

mo Npepo kot aveta (Miller, Mitchell, Moore 2012. Baldinger, Katzberg, Weber 2012,

Brettschneider, Kurent, Ludolph2013. Polkey, Lyall, Davidson, Leigh, Moxham 1999.

Radunovic, Annane, Rafiq, Mustfa 2013. Miller et al. 2009. Armon 2014. Leigh et al

2003).

Xe ovvéyewn pe 6ca Exovv tpoavapepbel, KaBopiotikol mapdyovteg 6to EMTEPIKO Yo TNV

vrofoAn evog atopov oe TPPV givat:

1. H dmop&n KatdAANANG DTOO0UNG KOt LOG EUTELPNG TOAVOEUATIKNG OULADAG.
2. H dmapén vymAod emumédonv VOGNAELTIKNG PPOVTIOAS.

3. M Oetikr otdon tov atdépov pe MND addd kot g oukoyévelag Tov.
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4. H duvatdtnra KaTdAANANG TPOETOLAGING TOV OTOHOV, TNG OIKOYEVELNS, TOV (PPOVTIOTY|
Kot Tov xopov owopovig and mpwv (MND Association 2010. MND care 2014. Oliver,
Turner 2010).

®a wpénel vo avapepbel oto onueio avtd, 6TL kamolotr acBeveig pe MND vrofdilovion o
LN TPOYPOUUATICUEVT] TPOXEOTOUN AGY0 EAAEWYNG €K TV TPOTEP®V OOMYLDV 1 Kot
EVMUEP®ONG Yo TNV TOAVOTNTO, AVOTVELGTIKNG avenapkelag (Acute respiratory failure,
ARF), Adyo dvokorog ANyng oamoedaocemv N akdue @OBo Oavatov. Xe mePTTOCELS
tomofétnong evoc atdépov e TPPV petd and avomvevoTiky avendpkela yopig o achevng
Kot 1 owoyévela vo yvopilovv v mBavotrta vo cvpPel ovtd, TpokvITOLY MO
Inmuata Ko coPapd KAVIKE Kot TpokTikd TpoPAnuata, kabmg obte o acbevig ovte M
owoyévelr €yovv TV gukapie Kot to ¥povo va mpoPfodv €K TOV TPOTEPOV GE
TEKUNPLOUEVN emthoyn yo Oépato mov agopodv to téhog g Long (Leigh et al 2003).
Evdwopépov mpokaiel to yeyovog OTL AMOTEAECUATO EPEVLVAV OEYVOUV OTL GE KATOLES
TEPWTOGES M amopacn Y. TPPV maipvetar yopig cofapn oxéyn kot cvlnitmon

(Veronese, Valle, Chio, Calvo, Oliver2014).

Xvveyilovtog o acBevig Oa mpémel va a&loroyeite and Aoyobepamevt), 0 omoiog avdloya
pe 1o Padbuod dvokoriag otn Katdmoorn Aapupdvel pETpa €161 OCTE va uny yivel emkivovvn
v Tov acBevi. O Bryxag Kot 10 aicOnpo tov mviypol eivot YopoKTNPIOTIKA GUUTTMOLATO
oL UTOoPOLV va. cLUPoLV Katd ™ ddpkeln ™S oitiong N av cdio cenvwbel ctov
aepoywyd. Oco agopa TV emkovovia, n dlayeipion g ovcapbpioc mepthapupavel tnv
POy CLUUPOVADV GYETIKO WE OTPATNYIKEG TOL UTOPOVV va akoilovOnbovv yuo )
Bektiotomoinom g katovonong g opdiog Onmg givar n peimon tov BopHpov TOL
nepairovtoc, n emiPpadvveon tov puOuod ™¢ oAiag kTA. Evioyutéc omvng pmopet va
glvonr ypnowot vy acBevelc pe xoh apbpwon oAAd pe advvaun eovl AdY®
AVOTVELGTIKNG HLikNG advvapiog. Emmnpdcheta divovion Kamoleg evOALOKTIKEG ADGELS Yia
v emkowovia kabdg 1 vocog eelMoceTon Kot 1 duvATOTNTO AEKTIKNG EMKOWVMOVING
eEakohovBel vo pewwdvetar Omwg M YPNON  KOPTEAWMV ETIKOWOVIOS, GLOTNUATOV
EMKOWVOVIOG HE TN (PO NAEKTPOVIKOD DTOAOYIGTH HEGO KIVNONG TOL KEPAALOV, LVOV

tov potov ktA. (Leigh et al 2003).

ZyeTikd pe v euotlobepamneia, Ommg TPOGIOPILEL YOPAKINPIGTIKA 1| PLGLOBEpaTEHTPLOL

Lisa Robinson sto MND Association (2010):
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«Xpnoyomorobue t povaiobepameio yio va fonbnoovue ta dTouo. Vo TETOYOVY TO UEYOLDTEPO
OVVOTO ETITENO AEITOVPYIKNG TOVS OPaTTNPIOTHTOS, VA TPpowldnoovus v aveCaptnoia, Tig
OVVOTOTNTEG, TOV EAEYY0 Kai TNV OCIOMPETEIN UETO, OTO. Opla. THS KOTootaons tovs. H
pvoiobeporcio Qo mpémer va mEPIEyEl TVVAITONUOTIKY KOL WOYOLOVIKY GTHPICH, VO EIVOL
eotiaouevy otov aolevij, vo epydetar pe 1o dropo kair to gpoviioty | okoyéveio yia va

TETOYEL PEAALTTIKODS GTOYOVCH.

Ot o16y101 ™ PLooBepaneiog ota ddpopa otdde Tov MND dmwg kabopilovror péca

amd oLYVEG AEI0A0YNGELS KOl GUVTOVIGUEVT], TAKTIKY| TopakoAovOnon etvar:
Apyikd otad

1. Awtpnon g KivnTikdTNTog Kot TNG AELTOVPYIKOTNTOS, OTOPVYT TTAOGEDV.
2. Awyeiplon avomTvELCTIKOV GUUTTOUATMV.

3. Awyeipron g kdmwong Kot Tov dyyoug.
Mecaio otdoln

1. Awyeipion tov movov.

2. Awyeipion tov avénpévou poikod TGvov (CTacTIKOTNTA).

3. EriAvon mpofinudtov mov mpokdntovv amd ) puikn advvopio, aEoAdynon yio
KaTaAAN A BonOnpota.

4. AZioAdynon Kot TPOCapPUOYN TOV YDOPOL SLOUOVIE TOV OTOLOV.

5. Exmaidevomn g ooyEvelng Kot ToV @POVTICT®OV GTH PPOVTION TOV OTOHOV.
Telkd otdo0

1. Amoguyn| Bpaydvoemv Tmv poov.

2. AToeuyn SuoKapyidv TV opdpdoeny.

3. Awyeipton TV avoTVELSTIKOV TPOPANUATOV G GuVEPYAGia e AALOVG emayyEALOTIEG
vyelog.

4. Av 10 dropo mpoywpnoet oe TPPV, xiplog otéX0c TV QLo100epamevtdv o€
ocuvepyasio pe AAAOLG emayyeApOTiEG VYELNG Elval 1 SLCPAALCT] TG ACPAAELNS GTO YDPO
OlOOVNG, M O1ELKOALVGT TNG PPOVTIONS KOl 1 EKTAIOELOT] TNG OIKOYEVEWS KOl TWOV

epovtiotdv (MND Association 2010. O’Callaghan, Murray, Vance 2014).
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AvOoQEPOVTAL GTN GUVEYEW O POAOG TNG KOWMVIKNG KOl WYOYXOAOYIKNG OTHPIENG OTN

dwyeipton tov MND oo mhaicio TG YuoKOW®OVIKNG OVTILETAOTIONG TG VOGOU.

2.3.2. YUY 0KOIVOVIKI] OVTIHETAOTION

H yoyokotvovikn aviluetdmion e vocouv apopd moAAég mapapuéTpouvs. O TpoOmog He Tov
omoio Oa wpémet va S00el 1 ddyveon, Tog o SlayelploTel TO ATOUO KOl 1 OIKOYEVELD TOVL
T SLGAPESTA VEQ, TG OaL d1aXEPIETOVV T TPOPANLOTO TOV TPOKVTTOVV O TNV VIapén
NG VOGOL GTNV OIKOYEVELX, £ivat LOVO peptkd amd Ta OEpato mTov KaAohvtol vo YEPIGTOOV
6€ KOWMOVIKO Kot Yuyoroyikd eminedo ot emayyeipotieg vyeiag. apdAinia o tpdémog pe
Tov omoio o acBevig avtipetomilel TIC COUATIKEG oAAayéC Tov Tov cvuPaivovv, 1
duvaTOTNTO TPOGOPUOYNG TOL o€ [ e&glocopevn voco, 0 pOAOG TV OIKEI®V ®¢
QPOVTIOTES, M VIOPEN OV GTNV OKOYEVELD, €ival TapdpueTpotl mov emniong ennpedlovv
v petd  owdyvoon (o TOv ATOUOL Kol TNG OWOYEVEWS Tov Kot Bo mpémel vo

avtipetoniotodyv (Ng, Khan 2011. Goldstein et al 1998).

2.3.2.1. Yuy0hoyiK1] OVTIUETOTION

e OMo To oTAdl TNG 0oBEVELNG eivar onUavTIKY 1] oTNPEN Tov asbevovg amd YuyoAdyo
(MOTE VO OVTIHETOTIGEL TO AyY0S, TO eOPOo, TNV aywvia, TNV KotdOAwyn Ko 6Aa To GAAL
cuvatsOfpata mov Tov Tpokdiese 1 vococ. Efvarl oAb onpavtikd va 000t n evkarpio 610
dropo vo  ekepaoctel, HEGO OO TPOGEKTIKY 0akpoOaotm kot vmootpiEn. H éykapn
GUUUETOYN TNG TAPNYOPNTIKNG PpovTidas elval ovciddng oot Ba avEnoet v mbavotnta
oV acbevolg vo EmTEPIKEVEL TOL GLVALGONUATA, TIC AyOoVieg Kol TOLG TPOPANUATIGHOVE
ToV 000 okOpo eivor og Bom va eKQPPAcEL TIC avnovyieg Tov €OkoA, TP va givol

avaykaio fondfuata encotvaoviog.

O Shontz (6nwg avaeépetar otov Kapadfuog 2005) meptypdeet Tov TpOmo avtidpaong Tov
aToOpoL pHeTd T ddyvmon pog coPapng acBévelac. [eprypdoet Tig avidpacelg vwd Lopen|
dwdoyms. I[pdta 10 dropo Pubvetl éva apykd 6ok, OMOV GUUTEPLPEPETOL OVTOUATO KO
viobel cav va Bpiokecotr ektdg TPAYUATIKOTNTOC. XTr CLUVEXEW PldVel TO GTASO TNG
avturopdOeong omov vimbel Eva aioOnua andAelag, tévBovg Ko anedmiciog. AkolovBmg
Bldvel 1o 6TAO10 NS VTOYDPTOTG OTOV AV KOt TEIVEL VAL YPNGUYLOTOIEL TNV ATOPLYN KoL TNV

dpvnon, otadtakd avtihappdveral Tt copPaivet kot apyilet va mpocappuoletat.
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Kobng e€ehiooovtat, ot {wéc tov atopmv pe MND repiotpépoviarl yopm and t cvuveyn
avAyKn VO TOAPVOLV AmOQAGCELS Yo TO TS vo. Couv pe v e&€éMén ¢ vOGOoL Kol TOV
TEPLOPIGUO TMOV AEITOVPYIKOV TOVG IKAVOTHTOV. e ue pia épgvva toug ot King, Duke kot
O Connor (2009), meprypaeovv Tmwg ot aobeveic ypNoonoovy éva  KukMKO potifo
TPOCAPLOYNG COLPOVO LE TO 0TTO10 TPOSAPUOLOVTOL 0 KAOE OAANYT| TTOV EMEPYETOL KO
ovveyiCovv, mpooapudlovioar oty emopévn kot ovt® kabeéng («ongoing change and

adaptation»).

H avaxoivwon oe éva dtopo 6t vooet pe MND egivon cuvaioOnuotikd moAd endovvn Ko
TO GTOMO Ko 01 owkeiot Tov yperalovtat xpovo yio vo Opnvrcovv. H gidnon 6t 1 acbéveia
Bo Tov otepnoel T AsttovpywdtnTa, TV ovebaptnoio kol icwg kot T (N tov elvan
avopeloprira ToAd SVGKOAO YEYOVOS Yl va TO Katavonoet kat va to amodegytet (Gelinas,
O'Connor, Miller 1998). H yoyin diepyacio mov Prdvovv ta dropo pe MND mepva péoo

a6 T, amd To KAUGIKE 6Tdde TG dtodikaciog Tov Oprvov. Avtd eivon Ta €ENG:

e Apvnon

e BOuuog

e Awmpaypdrevon
o KoatdOiyn

e Amodoyn

Ta otdd1a avtd dev amoteAovv €va amapdfato, avotnpd TANIGLO TOV EvepyomolEiTaLl GE
OAovg 66ovg BpnvolV Ko OV TEPVOVV OAOL at’ OAM TO TOPATAV® 6TAdN. AVTIOETOC elvan
avTOpdoelg mov Pmopel va cupPodv 6e PEPIKOVG avOp®TOVS Kot deV LILAPYEL pio TLTIKN
avTidpaon GTNV ATMAELL, OTMG OV VILAPYEL Kot TVTIKY andAsto. Ki av telkd €va dtopo
dlvivoel Ko ta Evie oTdol Tov Opnvov, mbavotato va punv yiver pe pefodikd ko
dadoykd tpodmo. H OAiym eivor 1000 1d1aitepn Kot TposmMIKY, OTwg kot 1 {on cOUP®VA

pe v Kubler -Ross (6mwg avaepépetar otovg Avayvmotorovro, ITarnaddtov 2012).

O youyoloyos yvopilelr méco onuovikd gival vo eneEepyoctel 10 dTopo OAEG aVTEC TIG
d0oKOoAEG OKEYELS Kot cuvousOnpato mov oyetilovion pe To Yeyovog Tov TPoskvye. Av éva
dropo dwyvootet pe MND, Ba mpémet o1 emaryyelpatieg va 10 kotevfivouy vo JUANGEL pe
évav cOUPOLAO 1 évav EKTOOEVIEVO KAVIKO WLOoAOYO Tov pmopel va fondnoet divovtag

oLUPOVLAEG M / Ko KatevBhvovTag Tov acBev Kot TV otKoyEvela:
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1. Na dwatnpnoet pa oio1d80EN TpoonTiky|, 1| omoia pwopel va Bondnocetl otn Perticoon g
moldtntog Cmng Tov.

2. No mpoonafnocel vo oKe@Tel TEPA amd TIG PUOIKEG OAAAYEG Kol TN VOGO MG £Vl LEPOG
™G {ong Tov, Oyl G OAOKAN P N TALTOTNTA TOV.

3. No yivel péhog pog opddos vrooTplENg MGTE Vo £YEL SLVATOTNTO VO, EMKOWVMVEL [E
dropa mov avtipet®milovy TaPOUOLN TPOPATLOTAL.

4. No ocv{ntd yo ta cuvoicOquoto Kot TpofANUATIGHOVS TOL £XEL TOL OTTOlo Elvar TTnyN
Gryyoug.

5. Na gykatactobel 610 YOpo dapovig €va cdoto 10 onoio va Ponbd to dtopo va
EMKOWOVNOEL pe Kamowov ov yperaletar Ponbewa (Better Health Chanel MND Victoria
2014).

2.3.2.2. KowvoVviK1 aVTIHETOTION

H xowovikn ompién dwadpapartifel kabopiotikd poro otnv mordtra {ong tTov atdpmv
aVTOV Kot TV otkoyeveldv tovg. Ot Mc Leod kar Clarke (2007) vrootnpilovv 0Tt vdpyet

aAANAEVOETN oyEon HeTa&D TG KOWV®VIKNG OTNPIENG Kol TNG KOTAOAyNG.

Ta dtopa pe MND pmopovv va BonOnBodv pe 1t xabodnynom &vog KOWOVIKOV
Aertovpyod. O KoveoviKOg Aeltovpydc pmopel vor dMcel GLUPOVAES TOV VO APOPOLV TIG
TopeYOUEVEG VIINPESieg, KaODg Kot TG O0ECIIES OIKOVOUKEG TTapoYEG OLAUEGOV NG
TOMIKNG KOWVOTNTOG (OTAV VILAPYOLV) KOl TOV OVTICTO®V KLVBEPYNTIKAOV TPOYPUUUATOV,
TAPEXOVTAG TOPIAANAG GUVOLGOHMNUOTIKY KOl TPOKTIKA oTPEN oTovV 0cevi] Kot tnv

owoyéveto, tov (MND New Zealand 2010 - 2015).

Onwg éxel avaepepBel NOM o1V €l00y®YN, GTO EEMTEPIKO 1] KOWVOTNTO KOl Ol GOVOEGLOL
SdpapatiCouy onUavVTIKO pOA0 OGOV aPOPA TNV KOWVAOVIKTY Kol YUXOAOYIKN 6TNpEn TaV

acHEVAOV KOl TOV OIKOYEVELDY TOVG.

YNpin TOV aTOR®V TNG OIKOYEVELNS TOV GITOKTOVV POLO PPOVTIOTN

Meletwvtag 1 o1efvn BipAoypapia, dev evIomioTNKAY GTOTYEIN TOL VO KATASEIKVOOLV TO
aKpIPEC TOGOOTO ATOUMY TNG OKOYEVELNG OV avaAapPavouv polo epovtiotd. [lapdia

aLTA YiveTon eKTEVIG AOYOG Y10l TNV OVAYKT GTHPIENS TOV ATOUMV OVTOV.

Youeova pe toug Gallagher ko Monroe (2006) ot ppovtiotég ypetalovrat:
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® EMOPKI VOONAEVLTIKT VTOGTNPIEN

® SUMIGTOVG, OEGUEVIEVOLS GTO KAOKOV O1KOYEVELKOVS Y1OTPOS

® KOAO EAEYYO TOV GUUTTOUATOV Y10 TOV AGHEVT

o  cUTOMKEVUEVT], GUVTOVIGHEVT, EVEAIKTT PPOVTIOA Yo TOV acBevn

e pdcPaomn oe eEgdkeELIEVT PpOVTION

o pokTIKN PonBela: SOVAELEG TOV GTITION, TPOCHOTIKY PPOVTION TOV acHEV], KATAAANAO
eEomopo

e (povtidn ot TeEAELTAlN 0TAOLN, ElTE 0 0obeVIIC VoondeveTan it elval 6TO oTiT

® YVMOOT OYETIKA pe TV acBévela kot ekmaidevon oe 0eE10TNTES Y1 TV EVIGYLON TNG
dveong tov acbevovg

® OIKOVOUIKY] GTHPIEN

¢ cLUPOVAES Kot TANPOPOpPieg oYeTIKA LE TIG drabéotpeg vnpecieg kot BonBeta mov
UmopovV va £xovv

¢ cuvaeONUOTIKY LTOGTPIEN TTOL Vo ameLOHVETAL GE AVTOVG.

Oa pénet va emonpoaviel oto onueio avtd OTL 68 YDPEG TOL EEMTEPIKOV, TNV AVoTpaiia
Yo TOPAdELY A, SIvETa TOAD peYGAn onuocio 6Ta GTOUN TOV ATOKTOVLV TOAO QPOVTICTY).
Awpyovdvovior o€ ToKTiKy Pdon ocepvéplo Yoo TOVS QPOVIIOTEG HE OTOYO Vo
EKTTAdEVTOVY ot Epovtida evog atopov pe MND, Bonbdvtag toug mponyovpévmg va
KOTOVONGOLV TN VOGO Kol TI§ emmnt®oel ¢ ota atopa (Mnd Care 2014, Mnd New South
Wales 2015). Xg ydpeg 100 €EOTEPIKOD, O @POVIIOTNG VIAPYEL ®C KOTOXLPMUEVO
endyyelua pe capeig vmoypemoels ko dwoidporo (MND Association 2015). To eminedo
mg epovtidag mov mapéyxetar o dropa pe MND, kaBopiletanr and v a&oddynon twv
avaykov Ttov atopev. [ivete Egyopiotd aflohdynon Tov OWKOVOUIKADV OVOYKOV,
aSloloyeite M wovotnTo €vO¢ dtopov mov Oa avoddper pOAO QPOVTIOTY| MOGTE VO
dwceaotel 1o eminedo Ppovtida Tov achevr Kot TapdAinAa OTL OAES O1 TAPAUETPOL TNG
opovtidag €xovv AneBel vmoym. Atvetor mn dvvordotnTa Otav Kpivete avaykoio vo

TaPEYOVTOL VINPECiES KaToikwV amd Kowvotikovg voonievtéc (MND Association 2015).

Yyéo1 EMAYYEAPOTIOV VYELOG KOl 0.00EVOY

H oAAnAenidpaorn petald emayyeApatiov vyeiog kot acBevdv ovagépetol otn oyéon
UETOED TOVG KOl GTOV TPOTO LE TOV OTO10 TO £100G TNG GYECNE VNG EMOPA CNUOVTIKA GTN

dwyeipion g kataotaong tov actevr). To cuvousOnUATIKO KOUUATL TG EMKOIVOVING
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Bewpeitor mOAD onuovTikd a@ov umopel vo emnpedost e peydao Pabud coumeppopic
vyelog ko acBévernc. H molotikn kol ovclooTik) oAANAemidpaocn odnyel oe mo
AmOTEAECUATIKY TTopEpPacn kal fondd mapdAAnio 6TV TPOCAPHOYH TOV acOEVOV Kol
TOV OIKOYEVEL®V TOVG oty vmapén wog vocov (Kapadniuag 2005. Nettleton 2002). Xty
nepintwon pog 1060 coPoapng vocov omwg eivar to MND, kabBopiotikd poro €xel M
OVTILETOMION TOV oTtOHOL  Om®G  €xel  mpoavagepbel, va elvar  acBevokevrpukn,
e€atopkevpuévn, n Bepomevtikny mopéuPoacn va etvar oMoTIK Kot 0 KAOe emoryyelpatiog
vyelog péoca amd to mhaicle TV KaOnkdvtov tov, va ompilel tov acbeviy kot TV

owoyéveln tov. Xapoktnprotikd ot Gallagher ko Monroe (2006) avaeépouvv:

«H yoyorxowvwvikny gpovtida givar evBdvy OAwv oowv gpyalovial pe GTopc wov EYovv

oayvaotel pie MND».

2uven®g N Oepamevtikn mapépPacn Ba mpénet va anockonel otnv Perticon g modtnTag
Cong Tov acBevav kot v dnuovpyio TETo1wV GLVONKOV OCTE TO GTOUO VO JlUTPNCEL
tov éheyyo ¢ Long tov. Xta teAevtaio 6Tdoe TG VOGOL TO ATOMO va gival dveta, xwpig

Gryxog Kot v eOyel pe a&lompemei Kot pepioL.

2.4."Epgvveg mov o1eEdyovTal Yo T1] VOGO TOV KIVI|TIKOV

VELPOVO

AteEdryeton maykoopo £va evpH PACLLE. EPELVAV TTOV GTOYEVOLV VO OVOKOAVYOLV TO OUTLOL
tov MND, va Bpovv o amotehecpatikég Oepomeieg kot teMKd 6TV TPOANY™N NG VOGOUL.
O épevveg katevBuvovtor kupimg oe Tpelg KoTevOHVGELS, TN POPUAKEVTIKY Oy®YY|, TN
yovidraxn Bepameio kot Ta PracTikd KOTTapa. Ot TPOGPATEG KATOKTOEL GTNV KOTAVONOT
tov MND, emdidketor OSebvdg vo  PETAPPACTOVV G€  KOAVTEPES OepamenTikég

mopeUPACELS.

H mpocappoyn oe po mpoodeutikn Kot xpovia, TOLAX(IGTOV OGOV aPopd £vVo TOGOGTO
actevav, voco, eEaptdror amd morrég mapapéTpove. To enimedo mpocapuroyng ennpedlet
mv uetémerta mowdtnto (mNg Tov oTOHOL Kol TG owoyeveiag tov. Ot moapeyOUeEVES
VANPECIEG amOTEAOVV £vol OO TOVG GNUOVTIKOTEPOVS TOPAYOVTEG TOL EMOPOLV CTINV
TPOCOAPLOYY] Kol KOT EMEKTOCT] otV moldtnta (mng Tov atopwv avtdv. H épguva mov
TpaypoteveTol 1 peAéT mpoomabel va cLAAEEEL TAnpogopieg KOl VO aVTANGCEL

GUUTEPACLOTOL TTOL VO, APOPOVV 0G0, £x0VV TPoavapepOel, £xoviag 6tdyo va avadeilel O
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T B€paTo TOV APOPOVV TIG EUTEIPIES TV ATOUMV LE TN VOGO, TO Babud TPoGapLOYNS Kot
NV €MOPOAON TOV TAPEYOUEVOV LINPESIOV 61N (N TV acbevov pe MND ot Kompo.
210 KEPAANIO0 TOV OKOAOLOEl KOTAYPAPETAL 1| VOIOTAUEV KOTACTAGY OGOV 0QOpdE TN
dwayeipion g vocov ot Kodmpo divovtog Eppacn otn YopToypaenon TovV TopEYOUEVOV

VNPECIDV.
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Kepararo Tpito

3.0 TapeYOUEVES VN PEGIES 6E A TONO NE VOGO TOV

KIVIITIKOV vevpova oty Kompo

2 pEAETN Ol TaPEXOUEVEG VIINPEGIES AVAPEPOVTOL TEPAY OO TIG VANPEGIES LYEING TOV
nmapéyoviarl otovg acbeveic pe MND oty Kbdmpo, 6e 6Aeg T1¢ Tapoyég mov €xovv amd 1o

KpaTOG.

To INIT'K, Bewpeitoan 10 xot’ eEoynv kévrpo g Kompov 10 omoio mpoopépel vinpeoieg
vyeiag v to MND. Otav éva dtopo epeovicel COUTTOUATO 1) KAVIKY EKOVO TOV 0TolmV
mBavoroyel didyvoon MND, naporéunetal cuvndmg oto INT'K yia mepattépm depedhvnon
kot Swayeipion. Ocov apopd Tig vanpeosieg vyeiog mov ypeldlovtal ot acheveig Kot dev
SwbéTovTon ekel, TOPATEUTOVIOL TIG® OTO KPATIKE VOGNAELTHPLN TOV ETAPYLDOV TOVS 1
KOl GTOV 1O1OTIKO TOUEN Y10 KATOIES GLYKEKPIUEVES TAPEUPACELS.

270 KEPAAOLO OVTO YIVETOL OVOPOPA GTIC VITNPEGIES LYEING KOl KOWMVIKNG EVNUEPTNG TOV
napéyoviar otovg acbeveig pe MND oy Kompo péca and v mopeia Tov atopov péca
amd TIG O1Popeg LINPECIEG VYEIOG Kol KOWMVIKNG gunuepiog mptv kol HETA amd TN
dlqyvoon.

3.1.Yoprwotapeveg mapoyéc 6To onUOG10 TOREN KOl TOVG

NUIKPUTIKOVS QPOPELS

Apycd Oo mpéner va avapepBel ot otnv Kdmpo dev vmdpyet €va vyglovopukd cOGTpa
OV VO KAAOTTTEL OAOKAN PO TOV TANBvoud. Eniong ot éva peydho pépog tov mAnbuopod

KATOQEVYEL GTOV OIMTIKO TOUEN Y10 TALPOYY| PPOVTIONG vyeiag.
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MPIN AMNO TH AIATNQZH

Enioken oc e§WTEPLIKA LATPELA 1 OE LATPOUG TOU LOLWTLKOU TOHEQ

MNopanopun 6Toug VEUPOAGYOUG TWV YEVLKWY VOGOKOUELWV

Napanopunn otoug veupoAoyoug Tou INTK - AloyvVwoTIKEG EEETAOELG

META TH AIATNQzH

20véeopoc Muonadwv Kumpou

EEwtepLKO

OdAapog achevwv
Kowwvikdg Asttoupyog WuxoAoyog OwkovouLKr Borifsla

NoyoBepaneutig
MNMveupovoAdyog

AwatpodoArdyog

NevpoAdyog
INTK DuocloBepansutig

Kowwvikog Aettoupydg

®dappakeio

Fevetikn) ZUMBOUAEUTIKA

ALLATONOYIKEG KOLL EPYOLOTNPLAKEG EEETAOELG

Fevikd Noookopeia

Ipapnuo. 1: Tlopeio acBevi péca amd vanpecies, Tptv Kot HeTd T didyvmon

3.1.1. Yrovpyeio vyeiog
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TavtotnTa voonieiog

Tavtota voonieiog exdideton Katd koavova oe moiiteg g Kumprokng Anpoxpatiog 1
vInKoovg kpatwv pELovg ¢ EE mov eivan povipot kdrotkor Kompov. Ta dropa pe MND
glvol OKoovYOl KAPTOG VOONAELDG OV HETOPPALETOL GE OMPEAY 1UTPOPUPLUKEVTIKY|
nepiBodym aveEdpmra amd TO €GOS TOVG Kot £YOVV TN SLVATOTNTO e AVTO TOV TPOTO
VO YPNOUOTOOVV OWPEAV TIC VANPECIEG TOV KPATIKAOV VOCAELTNPI®OV KOOMG Kol TOL

INT'K (Ymovpyeio Yyeiag Kompov 2015).
Emootmiosig ao0evav eEmtepikov

Emddton acBevdv yioo vanpecieg mov dev mposeépovial 6To ONUOGo Topén 1 Ogv
TPOCPEPOVTOL LEGO GTO YPOVIKG OPLoL TOV amd 1TPIKNG Gmoyng emPBAALEL 1 KATAOTOON
g vyelog Tov asbevoig oydel Yo moiiteg g Kumpaxkng Anpokpatiog mov dropévovv
povipo oty Kompo 1 yio vankéovg Kpotdv UHEADY Yoo TOLG OMOiovg 1oyYLOLV

ouyKekplpéveg dataéelg tov mpdéewv g EE yio povipovg kartoikovg Kompov.
Ynnpeoieg kat’ oikov voonieiog

H vmmpeoia kat’ olkov voonAieiag T@v VOONAELTIK®OV VINPECIOV TEPIAAUPAVEL VIINPEGTES
VYELOG TOV PUETOPEPOVTOL GTO OTiTL, HE OKOTO va Pondncel Ta ATOHO KOl TIG OIKOYEVELES
TOUG VO OVTILETOTIGOVY TPOPANUOTO TOV TPOKVATOVV HETO amod EAQPVIKN acBéveln,
VIOTPOTY] XPOVING APPDOCTLOG 1] LOKPOYPOVIO avamnpio Kol aviKavOTTo, 6TOXEVOVING GTN
datpnon Tov VYNAGTEPOL dLVATO EMIMEOVL VYElNG, AettovpykdTNTOG Kot aveaptnoiog
tovg. H vimpecia kot’ olkov voonieiog otoxevoviag omyv Iaykonpia eEumnpétnon tov
avaYKOV VYELOG TOV OTOU®V TNG KOWOTNTOG, TOPEXEL LANPECIES  OTIS OOTIKEG KOl
AYPOTIKEC TEPOYEG TV emapylv  Agvkwoociog, Agpecod, Ildpov, Adpvakag kot

Appoymotov.

[MopdAinio and to 2008 Aettovpyel 10 TPOYPOAULO KOT OIKOV VOonieiog yio drtopo pe
unyovikny vroompién ¢ avamvone (TPPV). Tlpokettar yioo vanpecio TG KOWOTIKNAG
VOGNAEVTIKNG TTOV AELTOVPYNOE OPYIKE GE GLUVEPYAGTa LE TN HovAde EVIaTIKNG Oepameiog
(ME®) tov yevikov voookopeiov Agvkwociog (INA). ‘Exel 610x0 Vv Topoyn TO0TIKNG
epovtidag ota dtopo pe TPPVrmov dwapévouv oto owkeio toug mepiaiiov. H Asttovpyia
tov Tpoypdupatog Paciletor oe debBvn mpdtuma Ko meptlapPdvel afloAdynon TV

TPOPANUATOV KOl TOV OVOYKOV TOV OTOU®OV KOl TOV OKOYEVELOV TOLS, KoBodNynon kot
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VTOCTNPIEN TOVG, GYETIKN EKTOAOELOT TOV (PPOVIICTAOV KOl KOT OIK®V EMOKEWYELS TOV
kaBopiloviar ovpuemva pe Tig ovlykeg mov mpokvmrovv. To 2012 1 cvykekpuyévn
vanpecion  emektdOnke ko omv  emopyia  Aeuecov (Ymovpyeio Yyeioag Kompov,

NoonAevtikég vanpecieg 2015).
3.1.2. Yrovpyeio epyaciog, TPpOVOLOS KOl KOIVOVIKAV UGQPUAGEDV

3.1.2.1. Yanpeoieg kowvovikig evnuepios (YKE)
Anpoocio fondnpa

To onuocto PBondnua mov mapéyetor ond 11 YKE €xer og otoéHxo Vv dns@diion tov
dwandpatog yuo aSlonpeny| dafimon oe kdbe dropo mov dev EYEL TOVG OVAYKOIOVS TOPOLG
Yoo KGADY™N TOV PBASIKOV Kol E0IKOV avoyKOV Ot ovtég kabopilovtor amd to vOLo.
Amapoitntn mpodmddeon ivar vo StopU€vel LoV Yo GUVEYT TEPIOO0 TOVAAYIGTOV EVOG
€toug (eCapovpévav tov emavomatplobiéviav) otTic eleyyoueves amd v Kumploxn
Anpoxpartia meproyés. To dnuocio Pondnuo pmopel va dobel oe popen ypnudtwv 1 ot
€100 .. OmOTANP®UY] AOYUPLOGU®OV peVpTOS, VoatompounBetag, Bépuavons ktd (YKE
2014).

AMec mopoyéc tov YKE

[Tépav tov dmpociov Pondfuatog, ce MAKiopévo kot dropa pe avoamnpio ov YKE

TapEXOVV LANPECIES Yo KatT™ oikov, dinpepevovsa Kot Wpvpatikn epovtida (YKE 2014).
ELayioto eyyonuévo erc6ompo

A@opd otV €POPUOY] €VOG VEOL GULGTNUOTOS KOWMVIKNG 7POVOlNS, OCTE VO
owcporileton éva eldyioto emimedo dwPiwong Y kdbe owoyévelr mov TANPOi

ocvykekpipéva kprmpta (YKE 2014).

3.1.2.2. Yanpeoieg KOWVOVIKAV 0.6QUAGEDV
Mo dtopo pe MND 1oy00vv 6V0 CUYKEKPIUEVES TOPOYES HECH TOV TAUEIOV KOWMOVIK®OV

AGPOAGEWDV.

Enidoopa acOeveiog

To enidopa acOeveiog £xer ¢ okomd vo dacPoricel TNV a&lompenn OPimor ToMTMOV

KOTA TN OAPKELD GUYKEKPIUEVNG TTEPLOSOL SLOKOTNG TNG omacyOAnong Adym acBévelag,
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péytotng ddpketog 156 nuepav pe Pdon ™ vopobesia. Enidopa acbeveiog dikatobvtat ot
acPolopévol piobmtol kot ot avTOTEA®MG epyalOpevol, KOOMG KOl Ol TPOUPETIKA
ac@oaAlopévol ov gpyalovror oty vanpecio Kdmpiov epyoddtn oto e€wtepikd petald
16- 63 etov. To 6po TV 63 etdv moapateivetar puéypt to 650 €rog TG NAKiaG, ov O
AGPOAMOUEVOG OV JIKOMOLTOL GUVTOEN YNPOTOG. X& TMEPIMTOON MOV O AGPUACUEVOS
dkaovTol Tovtodypova enidopo acbeveiog Kot GAAN mapoyn omd TO TOUEID KOWMVIK®V
ac@oAicewv, Aappaver povo v mo ynin wapoyn (Ymovpyeio epyaciog Kot KOW®OVIKOV
acQoAice®V, YTNpeoiec KOWOVIK®OV ac@orcemv, Odnyog emoopatog acbeveiog wot

ovvtaéng avikavotntog 2013).

2OVTOEN AVIKOVOTNTOG

2Ovtaén ovikavoTnTag Umopodv va dlekSIKNoovy ol ac@ailopuévol pebmtol Kot ot
aVTOTEAMG epyalopeVol, KaBdS Kot 01 TPOUPETIKA ac@aisévol otnv vanpecio Kdmplov
€PY000TN OT0 €EMTEPIKO, OV Ogv €YOVV GLUTANPMOGEL TNV NAKia Tov 63 gtdv. Ot
TpodmoEcELS Yo TNV TANP®UT TG GVVTAENS aVIKAVOTNTAG £Vl O AGPAAMGUEVOS Va. Etvat
avikovog ywo gpyocio ywoo 156 nuépeg tovddyiotov, 6o dniadn Siapkel to emidopa
acOeveiog kot va mpoPAénetan 6Tt B mopapeivel pOVIHO avikavog Yo epyocio, onioadn va
unv pmopet va kepdilel amd epyacio mov gvAoya avopévetar va ektedetl mépav tov 1/3 Tov
0G0V oL cLVNOMG kePOHILeL VYIMG epyaldpevog TG 110G EmayYEALATIKNG KaTyopiag Kot
HOpPmoNG otnv 1010 TEPIPEPELD, 1| TEPOAY TOV 1/2 TOV TOGOV awTOV av givol nAkiog petald
60-63 etwv. Baoiwkn mpoimdbeon yioo t ANyn ovvtoéng avikavotntog eivatr va Exovv
epdoet Tpio xpovia amd TV NUEPA AGPAAIOTG TOL aLTNTH UEXPL TNV NUEPA OV KpiveTal
povipo avikavog. Xe mEPINTOon MoV 0 AGPUAGUEVOS OKOOVTOL TOVTOXPOVO cUVTAEN
aviKovOTTog Kot GAAN TTapoyn omd TO TAUEID KOWOVIKOV ac@oAiicewv, Aaupdvel pdévo
mv mo YA mopoyn. O mapoAnmreg ovvTadng avikavotntog eivatl dtkoiovyol dwpedy
Tpo@apurokevTikng mepiBoiyng (Ymovpyelo epyacioag Kot KOWOVIKOV 0GQAAIGE®V,
Ymnpeoleg Kowovik@dv aceariicemv, Omydg emdopatog acbeveiog Kot cOVTOENG

avikovotrog 2013).

3.1.2.3. Tupa KowoviKig evempdtoong atopmyv pe avoarnpiss (TKEAA)
[Tivaxog 2.

2yéoro, Kowvaovikawv Iopoywv TKEAA yio. aropa e MND
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Yyéown Kowvaovikov IMapoyov TKEAA ywo dtopa peMND
* Enidopa Baptac kivntikng avammpiog
* Enidopa @povtidog o€ mopamAnykd dtopo
* Enidopa @povtidog o€ teTpaminyio dropo
* Enidopa drokivnong
* Zy£010 TOPOYNG OIKOVOULKTG BonBgtag yio amdKTNOoN avamnptko aLTOKIVI|TOL
* Zy£010 TOPOoyNG OKovVo KNG Pondetag yia tnv Tpoundeia TpoyokabicudTmv

* Zy£010 TOPOYNG TPOYOKAOIGUAT®VY HE OAVEIGUO

* 'Exdoon kaptog otdbusvong

* Zy€010 TapoyNg owovo kg Pfondetag ota dtopa pe avammpieg yio v Tpounfeta
TEYVIKOV LEGAV, OPYAVOV Ko GAA®V Bondnudtov

* 2x€010 TOPOYNG TEYVIKOV LECWOV LE OOVEIGUO

IInyn: TKEAA 2015

2tov mivoka 2 ovapEPOVTOL ETLYPOLUUATIKGE To. 6XE010 KOWOVIKOV Ttapoy®v tov TKEAA

mov aopovv ta dropa pe MND ta onoio 6T cLVEYELR TEPTYPAPOVTOL OVOAVTIKOTEPO.
Enioopa paprac kKivnrikng avannpiog (BKA)

Atopo pe «Baptd Kivntiky avamnpio» opiletor ®¢ avtd mov AOY®m €K yeVETNg mhOnong,
acBévelng N atvyuatog, mapovctdlel coPapd meplopiopd g Padiong oe Padud mov va
€XEL AVAYKT GLVEYOLG Ko HOVIUNG YpPNong Tpoyokadiopatog ylo T dtokivnon tov Kot vo
unv pmopet vo Padicet kaBoAov, 1 va pumopel o€ TOAD LIKPEG AMOCGTAGELS GE OUOAD E00POG

pe tn xpnon Pondnudtov fadiong 1 e0IK®OV vapdnKov ota KATo GKpa.

Atopo pe MNDAappavouv 1o emidopa BKA oOtav apyiouv va oavipetorilovv
TpoPANpaTe EVKOANG KOOGS, aotdbelag kot EAAetyng wooppomiog oty 6pdio BEom mov
kafiotovv TV PAdion avacEain Kot ETKivouvn kabmg Kot 0tav advvatodv vo Padicovv
o€ eEMTEPIKOVS YDPOLS KOl G€ PEYAAES amOoTAoELS. To VYOG TOV EMOOUATOS EIVOL CTIUEPQL

€333,43 umvwoiog, emdéyeton Tipapduikés avampocappoyés ava eEaunvo (TKEAA 2015).

Enioopa @povtidog og maparinyka atopo.

44



«[TapamAnywod» opiletar 1o dtopo t0 0omoio Tapovstdlel UNdeVIK N GYEAOV UNOEVIKY
Kivnon Kot ota dV0 KAt dKpa, AOY® €k YeEVETHg mBnong, achévelog 1 ATLYIOTOC, TOV

Kkaf1oTd avaykaio T cuveyn Kot Loviun xpnon tpoyokadicpatog yo m dtokivnon tov.

Ta dropa pe MND dwkotodvtot 1o enidopa dTay ypNGILOTOI0VV TPOYoKAOIGHA. Atkalovyot
TOV EMOOUATOC PpoVvTidag eivorl emmpoceTa Kot achevels e undevikn 1 oxeOOV UNOEVIKT
Kivnon kot 6ta 600 ave dkpa, £6TO Kot av Tapovstalovy kivion ota Katw dkpa. To Hyog

ToL emdopatoc ivar onuepa €350 unviaiog (TKEAA 2015).
Enioopa @povtidng o€ TETPUTANYIKG GTORO

«TeTpamAnyod» opileTol To ATOHO TO 0TOT0 KAVEL UNOEVIKES KIVIGELG 1 OXEOOV UNOEVIKEG

KWNOELS Ko ota T€ooepa dkpa eEantiog K YeEVETNG TAONONG, 0oBEVELNG 1] ATLUYN LOTOG.

Ta dropo pe MND dwatodvror to v Adyo emidopa 6 TPOYWPMNUEVO GTASO TNG VOGOV,
otav &rovv KAk ekdva tetpanAnyiog. To dyog tov emddpatog sivor onuepa €854,30

unviaiog (TKEAA 2015).

Enidopa dwakivnong

2KomoO¢ Tov oyediov awTod givar M devkdAvven TG dlakivnong Kot N Tpowdnon g
ave&opTnNTONOiNoMG Kol NG TANPOVS GULUUETOYNG OTNV KOWMOVIKY Kot owovoutkyy {omn

aTOU®V pE avammpio.

[Mopaywpeiton og eivar dropa pe cofapd mpoPAnuata oty Opacn Kabdg Kol GATOUO LE
cofapd Kivnrtikd tpofAuata ota Katw dikpa. Ot acBeveic pe MND eivar Afmteg tov gv
AOyo emdopatog Otav Katactohv teTpamAnywkol. To Vyog tov emdoupartog sivor €102

unviaiog o€ atopa pe tetpomAnyio (TKEAA 2015) .

Yx£010 Tapoyfs OKOvOuIKNS o1 0g10g Yo aTOKTI|61 AVETPIKOD GVTOKIVI|TOV

Awoovyor givon mokitec g Kvumprokng Anpoxpatiog M xpdtovg péhovg g E.E.,
VOoLpEVOL OTL drapévouy povipa otnv Kompo yia tovAdyioto 12 cuveyeig unvec. Ta dtopa
Ba mpémer va Bewpnbodv 6t mapovsidlovv coPapn KvnTikn avoamnpio ota dve 1/Kot
Kdto dxpo, M coPapn omTIKN avamnpic AOYO €K YEVETNG N AOY® HETOYEVEGTEPOL

YEYOVOTOG, cOUemVa pe €kBeon 1atposupfovAiiov mov Guykpoteital Yo T0 6Komd avTod,
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7ov 1o Kabotd povipa avdmnmpo. Emmpdcsdeta ducarovyot eivor dropa mov mAnpodv Tig mo

Thvo TPoVTOOECELG Kot deV elvat 1G10KTATEG 1] KATOYOL GAAOV OYNHOTOC.

To enidopa moapéyetor oe dropa nAwkiog 18-70 etwv. To Hyog g yopnyiog elvar onuepa
€3.500 xou €4.500 oT1G TEPIMTMOGEIS TOV TOL ATOUO EIVOL VTTOYPEDUEVA VO YPTCLLOTOLOVV
tpoyokdBioua yo. TN Stokivinon tovg kot givar Anmteg tov emdduatog BKA 7 / kan
EMOOUATOG PPOVTIONG OE TAPUTANYIKA 1 TETpAmANywkd dropa. Ta dropo mov AdPovv
OKOVOLKT for|0€1a Y10 ATOKTNOT OVOTTPIKOV OVTOKIVITOV AOAAAGGOVTOL ETiONG Ao TO.

TEAN EYYPOPNC Kot KuKAOPOpiag Tov awtokivitov (TKEAA 2015).

Yyé010 Tapoyns owkovoukns fondeiag yia tnv Tpoun 0o Tpoyokabiopdrov

2Komo¢ Tov oyediov avtod givar M dtevkdAvven TG dlakivinong Kot 1 Tpowdnon g
ave&opTNTOTOiNoMG Kot TG TANPOVS GUUUETOYNG OTNV KOW®MVIKY Kol OlKovoutK: o1 Tov
atopov pe Poapd kvntikn ovommpio, PECHO TOPOYNS OWOVOKNG Pondeag yo v

mpoundeta tpoyokaoudTmy.

Ot dwkaovyot givar dropa Tov dev puropovv va fadicovv kaborov 1| propovv vo Badicovv
0€ TOAD WIKPEG OMOGTAGELS G€ OLOAD £30(0¢ e TN xpnon Pondnudtov Badiong N EW0IKOV
vapOnkov ota kK4t dkpa. To dyog g owkovopikng Pondeiog xopaivetar amd €700 péypt

kot €13.500, avdroya pe tov tHmo tov tpoyokadicpatoc (TKEAA 2015).
Yyéowo Ilapoyng TpoyokaBiopdtov pe daveiopod

[Mopaywpovvio pe davelopd petayeipiopéva tpoyokadiopata mov dwbétel to TKEAA og
dropa mov mapovstalovy Paptd KivnTiky avarnpio Kot dgv pmopovv vo. fadicovv KabdAov
N umopovv va Padicovv 6e MOAD HKPEG OMOGTACELS GE OUOAO £30(QOG HE TN YPNOM
Bonnudtov Padwong 1M ewWwkov vaphikov ota katow dxpa. O davelspudg Tov

tpoyokabicparog eival dmpedv (TKEAA 2015).
"Exdoon képtog otdOpgvong

[Ma éxdoon kdptag otdOuevong npoPArcnetor wg Opro nikiog to 650 €tog. [apéyetan og
dropa wov £yovv eykpidel yio avamnpikd avtokivinto, ANmTeg Tov emdopatog BKA, tupla
dropo ol dropo pe vontTikny ovammpioe mov avtipetonilovv mTpdcheTa KV TIKE

npoPfAiuara. (TKEAA 2015).

46



Yyé00 mapoyns owkovopiklg fondsiog ota dtopo pe avamnpies yio v mpopdeia

TEYVIKAOV HECAV, 0PYAVOV Kol GAimv Bondnpartov

To oyédo avtd Aertovpyel yoo T StevkoOAvvorn ¢ dafimong Ko 1 Tpombnon g
ave€apTnTOTOiNoNG KOl TG TANPOVS GULUUETOYNG TOV OTOUMV LE ovommpies oty
KOWMVIKY Kot Owovoulky, {on, HEcm NG Tapoyne OwKovoulkng Ponbeiog vy tnv

TPoUNBELD KATOAANAW®V TEYVIKOV HEGMV, 0pYAVmV KaB®S Kot GAL®V fondnudtwv.

Ot dwcaovyot glvar dtopa pe coPapés KvnTikég, aoOnmplakéc  dAieg avommpies. To
Vyoc g owovopikng Pondeiog kopaivetalr Kot apopd TV ayopd avayKoiov yio Tnv
ac@oAn Kot aflompenny OPimon, TeYViIK®V UEowv, opydvev 1 dAAwv Pondnudtwov

(TKEAA 2015).
Xy£010 TOPOYNG TEYVIKAOV HECOV UE HUVEICLO

To oyédto avtd mpovoet Ty Tapoyn HESH dMPEGY dOVEIGLOV XPTGLOTOUEVOV TEYVIKOV

pécwv o€ dTopa Le avamnpio.

Ot dwoovyor elvar dropa pe coPapég kivntikég, aoOnmmplokés 1 GAAec avamnpieg

(TKEAA 2015).

Oao wpémel va emonuaviel oto onueio avtd Ot 610 TOPEABOV TOPAAANAL LE OCO EXOVV
mpoavagepBel, T0 KPATOS TPOVOOVSE Yol ToL ATOMO [E avarnpio Kot kdmowo dAla oyedia
KOW®VIK®V TOPOY®V 1 AEITOVPYLd TV onoimv €xel dtakomel AOY0 OKOVOUIKNG Kkpiomng

(TKEAA 2015).

Telewwvovtag TV avaeopd oTig TapoyES Tov Kpdtoug tpog ta atopa pe MND Ba mpémet
va O1EVKPIVIGTEL OTL TANPOPOPIES TOV APOPOVY TO YPOVIKO SLAGTNLLO TOL OTOLTEITOL OTTd
mv aitmon péxpt Vv £yKpon kot TNV KotoBoAn TEAMKA ToV EMOOUATOV KOl TNG
owovolkng Ponbetog dev givor dvvatd va Kataypaeovuv GTo KEQAAOO OVTO. XYETIKES

TANPOQOPIES KOl GLUTEPAGLLATO AVTAOVVTOL GTY] GUVEXELD LEGO AT TNV EPELVOL.
3.1.3. Huikpatikog topéag

ApyM niekrpiopod Korpov (AHK)
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H AHK mopéyet okovopikég 01evkoAlvvoelg oe dropo pe avoamnpio. Xto mAoioco tng
TOMTIKNG OLTAG €Qopuolel €01k OKIOKY STiUNon NG KATAVAA®ONG MAEKTPIKOV

PEVUOTOC Y10 ATopa Tov AapPdvouv to emidopa BKA and to TKEAA.

Apym Tnremkowvoviov Koapov (CYTA)

H CYTA mopéyet TNAETIKOIVOVIOKEG OIEVKOAVVOELG UE YOUNAOTEPO KOGTOG GE ATOUA UE

avanmpia.
3.2. Yprotapeves mapoy£Es 6to Hij onpocio Topéa
3.2.1. INTK

To INI'K 10p00Onke t0 1990, givon évag pn kepOOGKOMIKAS OPYOVIGUOS Kol OpapLa TOV glval
va Agttovpyst oG €va OeBvéc kévipo aploteiog otovg Topelg TG vevporoyiog, TG
YEVETIKNG, TG Prolatpikng Kot GAL®V TAPOUOI®Y GUVAPOV EMICTUMY. XTOYEVEL GTNV
avamTuén Kot Tapoyn VYNAOD ETUTESOL LANPECLOV, GTNV TPOM®ONGN TG EPELVAS KOl TNV

POy EKTOIOEVONG GTOVG TOUELG AGYOAAG TOV.

[Ipocpépet va upy PACLL OO EEEOIKEVUEVES LOTPIKES, TOPOINTPIKES KOl EPYACTIPLUKES
VINPEGIEC HEGM TOV OTOIMV TAPEXOVTAL VINPEGIEG YioL TNV SLAYVOGCT, OVIILETOTION KOl
ovpPovievtikn yio to MND. Xt0 INT'K mapakoiovBodvtar oe taxtikn Pdorn acOeveig pe

MND am6 6An v Konpo.
To khvikd Tpufpa tov INI'K wapéyet 116 €€ng vinpeoieg ota datopa pe MND:

Eéwtepkd watpeia

e [lapaxorovOnon and vevpordyo
o [lapakorovOnon and dattordyo
o Puyobepameio

o ['evetikn| supfovievtiky

®  AWOTOAOYIKEG EEETAGELG

o doappokeio

®dlapog acevarv

[Mopéyeton 10TpIKn KOl VOGNAEVTIKY @PovTida NuEpas kot 24mpn.
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E&edicevpéveg pébodot

Botulin , oopuovotiaio mapakévinon, perétn HVIvov

Epyoaotpia
Ta egpyaoctiplo mapéyovv ) duvatdHTTo SEEAYOYNG TOV avaykainv eEETAGE®MY Yo TN
dtyvmon kot v Papdtmra g KAMvikhAg ekovag e vocov ( EMG, Nerve Conduction

Tests, Bloyio podg k).

Kowwovikn vanpecio
[Mapéyovtatl KOWOVIKES VINPECieg oe eEMTEPIKOVE Kol VOOIAELOUEVOVG aoBeVElg Kot

TPOYLLOTOTOLOVVTOL KOT  OIKOV EMGKEWYELS OTOV KpiveTal avaykaio.

Ddvcrobepamneio

IMveton Khvuen a&ordynon ota dropo pe MND, a&loroynoeig yio tpoyokabicpota Kot
TEYVIKA HECO O €EMTEPIKOVG KOl VOOMAELOUEVOLG aoBeEVEIS KO TPOYLLATOTOLOVVTOL
Katolkov emokéyelg Otav kpivetar avaykaio. Ilapéyeton  moapdAinia Oepameio oe
eEmtepkog acbeveic Katd KOpo A0yo oe 6Govg dapévouy oty enapyio Agvkwciog,

AOYo amdotaomg Kabmg Kot 6€ VOO AELOUEVOLG aoEVELC.

[Tépav amd 11 vInpesieg mov Exovv mpoavaeepbel, o INI'K cuvepydleton mapdiinia pe
KAmoleg AALEG €10IKOTNTEG EMAYYEAUATIOV LYelog pHe OTOYO TNV KOAVTEPN KAALYM TOV
avayKov Tov acevav. Ot g101kOTNTEG TOV €V AOYO GLVEPYAT®V €lval TVELHOVOADYOC,
KOPOOAOYOS,  YOOTPEVIEPOAOYOS,  €VOOKPIVOADYOG,  opbBomedwkog  kabdg Ko

AoyoBepamevtig, 0 0moiog ivar vITEHOBVVOG Yo TNV KAVIKT] KOTATOGNC.

Onwg éxer avaeepbel omv apyn 0V KePaiaiov ce TPOYWPNUEVE GTAdL TNG VOGOV Ot
aclevels mMOPATEUTOVTOL GTO. TVELLOVOAOYIKG TUNUOTO TMV YEVIKOV VOGOKOUEI®V Yio
mapakorlovdnon kot daxeipion Ko amd ekel oTic povades eviatikng Oepameiag av 1o
dropo emAaécer va mpoPel oe TPPV. IlapdAinia o6tav o acBevic yperaleton oition
SLUECOV YAGTPOGTOUIOG KOl TTAAL TTOPATEUTETOL GTO YEVIKO VOoookoueio TG emapyiog Tov,

N av To AToHO TO EMOVLEL GTOV IOIOTIKO TOUEA.

3.2.2. Xdvoeopor

Yovéeopoc Mvorabov Korpov (MDA Cyprus)
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Mén tov MDA Cyprus eivor dtopo pe MND amd 6An v  Kbmpo. Ot oxomoi tov
ocuvoécuov Mvomabov eivor n  e£ao@AAlon KOl T TOPOYN  LTPOPOPUOKEVTIKNG
nepiBaiyme, n mopoyn Pondewoc ot dwakivion, M Tpoaywyn UHETP®V Yo EVEPYOTEPN
GUUUETOYN TOL KPATOLS KOl TNG KOWMVING TPOG OAOLG TOVG TOUEIS TOL apOpPOVV T LEAN
TOV, KABMG KOl 1] S10pYAVMOOT] EVIUEPOTIKMV JOAEEEMV Kol EKONAMGE®V Yo BEpata mov
toug agopovv. Ilapéyet owovopkn Ponbewo vy @uowkobepaneio, vVOpobepameia,
AoyoBepameio Kol 1TPOPAPUAKELTIKT TTEPIBOAYT. Xe €10KEC TEPIMTMOELS TPOoUNnOeveL Ta
uEAN oL pE WITPIKO EEOMAIOUO, OTOV aLTOG 0eV KOAOTTETOL ONO KPOUTIKO QOpEa.
[Mopdiinio Tap€yel KOWMOVIKY KOl WYOXOAOYIKY] otnpi&n oto GTopo oAAL Kol OTI
OLKOYEVELEG TOVG, EVIUEPMOT] Y10l T STKOUMUOTO TOVG KOL Y10 TIG TOPEYOUEVES VINPECIES
HEGO TOL KOW®VIKOD AETovpyod Kol TOL WYuyoAdyov tov ovvdécpov. To MDA

Cypruscvoteydletar pe to INIK (MDA Cyprus 2015).

[Moykvnprog cvvoeopnos acfevoOv Kol QiA®V aTép®vV pe T v060 TOL KIVITIKOU

VEVPOVO,

O obvdeopog amgvbiveton o atopo e MND ko TPPV. Zkomoi tov cvvdéopov givor m
NOum ko vAkn otpign Tov aclevav kot 1 eBedovtikn Tpoceopd YpGHVoL TPOS o TONS, M
TPOOY®YT] UETPWV Y10, EVEPYOTEPT] GLUTAPACTOGT] TOL KPATOLG KO TNG KOWMVIOG GTO
dropa pe MND kaBdg kot 1 dopydvmon SAEEEMV Kol EKTOOEVTIKOV GELVOPIOV Yo
evnuépmon tov acfevav kot Tov kotvol (Iaykdmplog chvoespog aclevav kKot gilmv

v6G0 1oV Kvntikov vevpava 2010).

3.2.3. IwoTikog Topéag

Ap1Bnog acBevav emiéyel Tov O1OTIKO TOpE Yo KAmoles Bepamevtikés mapenPaoets.

3.2.4. EEmtepiko

‘Evoc apBudg acBevov mpoopevyel oto e€mtepikd yua emiPefaioon g odyvoong 1 yio

avalntnon Bepamneiog yio T voGo.
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3.3. Bao1KaG YopOoKTNPLOTIKAE TOV TOPEYOUEVOV

VTN PECLAOV

H xataypagn kot yoptoypdenon tov mopeyorévov vanpeciov oe dropo pe MNDotnv
Kompo, avadetkviovv kdmoto Pacikd yopaknpIoTIKd TOV VINPECIOV aVTdV. Meptkd amd

ovTa etvat:

1. Zmv Kbdmpo yuo 6hovg touvg acbeveig pe ypdvio kot omdvia voonuoto 6nwg givatl 1o
MND npoceépetat Eva GYETIKA EDPV PAGLLO, VITNPECLDV.

2. IMopamnpeiton EAAeLY TOAVOELOTIKNG OLAdAS dloyElpLong TG VOGOV.

3. Zmv opovtida tov acbevov pe MND dev gumiéketar Beopobetnuéva yevikog,
OLKOYEVELKOG 10TPOG Kot opdda mpwtofddutac epovtidas. Avtd mbavd va opsiietan
oV éAhenym yevikov oyediov vyelag (I'EXY).

4. Agv vrapyovv kévipa epovtidag, kKAMvikés, eWdwkd yioo to MND, obte kévipa ppovtidog
acbevov teMkov otadiov (hospice). Mo mbavy e&nynon vy avtd icmg eivor o
neploplopévog aplipnog achevav Adyo avaroyiog mAnducpoo.

5. O kO gumAekOUEVOS POPENG OTN TOPOYN VINPECSLOV PPOVTIONG VYElOG Kol EMOOUATOV
ota dropo pe MND, evepyel katd wOpo AOYo pepovopéva Kot £YKETOL GTNV
TPOCHOTIKN TPOTOPOVAID TOV ETAYYEALOTIOV VYELNS KO TV VTOAOITOV EUTAEKOUEVOV
va cuvtovicovv Bépata Tov agopohv T epovtida vyeiag Tov kdbe acbevi.

6. H xowotnta dev eumAéketon ot dtoyeipton e vooov.

7. Agv vmdpyel KaToyLPOUEVO TO EMAYYEALLD TOV PpovTioT oty Kdmpo.

8. To xpdrtog evd mapéyetl emdoOpata Yo T @Povtida, 0ev cuvTovilel o0Te EAEYYEL TOC

aVTE YPNGUYLOTOLOVVTAL.

Axolovbel To Kepdloro TG Epevvag PECH amd To OO0 KATOYPAPOVTOL AVAUESH GTO. GALOL

6¢€ TL T0600TO 01 acheveic ypnoyomoovy kKabe vimpecio EexwploTa.
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Kepararwo Tétapto
4. MeBoooroyia Epevvag

H yvdon mov vrdpyet yopw amd tov aptdud tov acbevov pe MND mov mapoakoiovBovvion
amo TIC VINPEGIEG TOV KPATOVG AL KOl TO KOWMVIKO-OMLOYPOPIKA YOUPOKTPLOTIKA TOV
mnBvopov avtov otnv Kompo eivar mepropiopévn. H ouykekpuévn €pgvva. amockomnel
GTNV KOTAVONGON TOV YOPUKTNPIGTIKOV TOV TANBLGHOL avtov. O 6Td)0g TG £pELVOG Elval
N KOTOypoQey] TOV KOW®OVIKO-ONUOYPOPIK®OV KOl OYETIKOV He TNV oacbéveln Ko

Bepanevtikn mopépPacn otoryeiov mov apopovv ta dtopa pe MND oty Kompo.
4.1. Lkomog £pevvag

Méypt onuepa dev €xel Yivel GUOTNUOTIKY KOTAYPAPY TOV OTOWEIOV TV 0cBevdV e
MND mov moapaxkorovBodvtar amd tig vanpecsieg tov INI'K odte tov Kowvwvikod-

ONpoypapkov Tpoeil Tov TANBLGLUOV AVTOV.

H xatoypaer] kot peAétn tov 0edopéveov mov a@opovv Tovg acbevelc avtovg eival
ONUAVTIKY Y10 TNV KOTavONoT 1oL TANBucpov mov doyet and v achévela otnv Kompo,
NV EKTIUNON NG VPIGTAUEVNG OPYAVAOONC KOl TAPOYNS LINPESLOV 6ToV TANBuoUO avTd
Kol avayvaplon mbovov oavoykov yio koAvtepn tapoyn Kot fedtioon g mowdtnrog (ong.
H dmopén pog peaiotikig eikovag Oa cuvtedéost otn dmuovpyio ™G KOTAAANANG

VTOJOUNG Y10 TN PPOVTION TOV ATOUMY QVTMV Kol T1 6THPEN TOV OIKOYEVELDY TOVC.
4.2. EpgovnTiKa EpOTNHOTO,

YVYKEKPYEVO TOL EPELVNTIKA EPMTNUOTA TOV KOAEITE vo omavincel to A' puépog g
peA€Ng etvar:

1. ITowog givar 0 ap1Budg tv acbevov pe MND mov mapakoiovBodvtor onpepa and Tig
Kpatikég vnpecieg vyetog kot To INI'K

2. Anpoypagikd otoryeio Tov TAnducpov avtoh

3. Khvikd yopaxtnpltotikd Tov acdsvov

4. AertovpyIKY| KATACTOGT TV 0GOEVDV

5. owog etvar 0 apBudg TV acbevdv Tov ¥PNGYOTOOVV PECH GTNPIENG TNS OVOTVONG

KOl TNG GiTiong
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6. [Towog eivar o apBuog Tov acbevov mov Aapfavouy Tapoyés and 10 KPATOS

7. Oepomevtikég mopeppdoeig mov Aapupdvovy ot acbeveig
4.3, yed10610G EpEVVOG

[Ma v deaymyn g €pevvog emAEyTNKE N TocoTIKN HEB0JOC dedopévmv, 1 omoia divel
™ SVVOTOTNTO GLGTNUATIKNG CLAAOYNG OVTIKEUEVIKAOV aplOUNTIKGOV SEG0UEVOV Kol OTN
ouVEKEL TNV amdO0GN TOLG G€ APOUNTIKN HOPPN Y10, OKOTOVS GTOTIOTIKNG avAALGNG
(MavtlobOkag 2007), Bdon pog Tumikng aAAniovyiog epeuvnTikdv otadiov. O oxedlocuoc
NG TOGOTIKNG £pevvag ivan otabepdg katl mpocdlopiletal ek Twv mpotépwv (MmeALAAN,

[TomdCoyiov 2004).

Mo v andvinon Tov mo Téve EPELYNTIKOV EPOTNUAT®V £YIVE GLAALOYT SEOOUEVOV TMV
acbevadv mov mapoakorovBodviar amd 1o INI'K ypnowomoidviag €101kd cyedoacpuévo
€vTuTo Yoo TV ovotnuatiky eE0puén dedopévav amd ™ Paon dedopévav acbevodv Tov
INT'K, dote va eEacparileton | a&lomiotio Kot 1 €yKupoTNTo OGOV 0POPE T GLAAOYN TOV
dedopévav. Toavtdypova dnuovpynonke ) niektpovikny Pdon dedopévov yo v

Katoypoen Kot S1oyeipion Tov 0ES0UEVOV QVTOV.
4.4, ITAn0vopnog perétnc

[Ma Vv dvtAnom £ykupov Kol ETIGTNUOVIKOV ATOTEAECUATMOV Ol EPEVVNTEG EGTIOGOV OTN
GLALOYY| €VOG OVTUTPOCMTELTIKOL Oelylotog tov Vo peAétn minbvopod (Mmedddan,
[TaraloyAiov 2004), dote Ta amoteléopata kol to. cvunepdopata wov Oa aviAnfodv amod
avtd Ko Ba apopovdv tov TANOLGUO aVTO, VO UTOPOVV VO YEVIKELTOUV GE OAOVLG TOUG
acBeveic pe MNDotv Konpo. H emioyn Baciotnke oe okdmun derypoatonyio, pe oo
TOL KPLTNPLOL GUUUETOYNG KOl ATOKAEIGHOD OV avopEpovtat ot cuveyeia. Katd cvvéneta,
0 opudg tov detypotog e€aptnke and tovg acbevelc mov mTANPoLGAV TO KPLTNPLO

GUUUETOYNG KO OTOKAEIGLOV GTOV KOOOPIGUEVO YpOVO de€aymyng TG LEAETNG.
H oxémipun derypatonyia ...
Kpuripro ooppetoyng Kot amoKAeiopov

Ta KpLTAPLO. CUUUETOYNG KO OTOKAEIGHOV GTI LEAETT NTOV:
1. AocBeveig mov &xovv watpkd pdxero oto INT'K

2. Acbeveig pe emBefoaropévn ddyvoon MND
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3. HopakorovBnon amd vevpordyovg tov INI'K
4. Atopo nAkiog ave tov 18 etov

5. Ao1o0y0l KpOTIK®OV TopoYDV
4.5. M£00060g 6VALOYTG 0EOOUEVOV

"o ™ deEaywyn ™g €pevvag £Yve avadpOLIKT KOTAYPUPT TOV OEOOUEVOV TOV 060EVAOV
OV TEPIAAUPAVOVTOL GTOVS POKEAOVS TV acbevav. Xpnoipomombnkay ot tpikoi, ot
euooepamevTikol eakeAol KOOGS Kot TANpoopieg amd ta dedopuéva Tov BOAGIOL Kot TOV

MDA Cyprus mov apopolv To HLEAN TOV.

4.5.1. Ileprypo@n epeuovnTIKOD EPYALELOV

Ocov agopd TN CLYKEKPIUEV €PELVO, YLOL TN GLAAOYN OEdOUEVOV  ¥pNOILOTOONKE
€101KA SIOUOPPOUEVO EVIVTIO (TOPAPTNLLOL) TOV KATEYPOUPE YOPOUKTNPICTIKA TOV TANBVGHOD
ATOPOATNTO Y10 LEAAOVTIKES EMONOAOYIKES UEAETES, EAEYYOVS GYETIKOVS UE TIG OVOYKES
vyelag  kaBmg KAVIKoOUG eAéyyovg TG @povtidos Tov mANOBLGHoD avTov. Agv vmdpyel
TOPOLO10 EVTLTTO TTOV VO LITOPOVGE Vo, YPNCILoTomOel Yoo va cuAAeyTOOV 01 TANPOPOPIES
ov NBelav va katoypdyovv ot epevvntéc. To évtumo oyedidotnke Aapufdvovtag vToym
Tov TpOmo mov Bo cvAAéyovtav ot mAnpooopies. To évrvmo &EO6pvéng dedopévav

yopiomke oTig akOlovdeg X S106TAGELS Kol GYETIKOVS TOPAYOVTESG

Anpoypa@ikd ctovyeia
To tuMua avtd T0L EVIVTOL £iye MG GTOXO TN GLALOYY] ONUOYPAPIKMV TANPOPOPIDBYV TOV

0POPOVY TOVG GUUUETEOVTEG.

e OvAO

Kataypdpetar 1o guAo KGO acOevi.

e Hiwia

Kataypaen tov Kieiopévov xpovav kabe achevr. T GuVELELX Y10 GKOTOVS GTOTIGTIKNG
avéivong ot acBeveic yopilovror 6 NAMKIOKES OPAOES.

e Owoyevelokn KOTAoTOON

Kotaypagpetar av o ac0evng etvar €yyopoc, e cOVIPoOPo 1 AyOLOG.

e Enapyia

Koataypageetor ) emapyio S10ploviig ToL atOHoV. ZTNV £PELVA GUUTEPIAPON GV 01

enapyieg mov eAéyyovion amd v Kumplokn Anpokpatia.

54



e Koartdotaon amacydAnong

Y& autd o onueio evolEpepe TOVG £peLVNTEG Vo Yvopilovy Xompileton ce TpELG OUAOEC,
epyolopevoug, €0T® Kol oe pelwpévo Pabud, avikavog yw epyacio, ovuvta&lovyog,
Bewpovvtar OAa Ta dtopo Tov AapuPdvouy cvvtaln ave TV 65, doyETa IE TN AEITOLPYIKN
TOLG KATAGTOON.

o X®pog doovNng

Av 0101EVOVV GTO GTiTL TOVE N G€ 1dpL LA

Kaviké yopoxtnprotikd

2e autd TO TUNUO TOL EVTILTOVL KOTAYPAPTNKAY KATOW PACIKA KAVIKGE YOPUKTNPIOTIKY

TOV GUUUETEYOVTOV.

e Mopon acBévelag

Xrorgeia oxetikd pe ) popoen| g achéveronc. Kataypdeetor n poper n onoia gival
YPOUUEVT GTOV 1TPkd dkelo kbBe acBevn.

e Xpovog amod diyvmon

Xpnoponoteitot N NUEPOUN VL TOL KATAYPAPETOL GTOV 1TPIKO PAKELO KAOE acBevn), mg 1M

nuepounvia tpmtov pavtefod oto INT'K.
AEITOVPYIKI] KOTAOTAOT)

2vAAéyoviot oTotyela TOV aAPopPoHV TN AEITOVPYIKT KATACTOCT TV 0GOEVDV.

e Avvoatdmmra Asttovpyikng Paotong

e Mepwn Xpnon tpoyokadicporog

o Yvveyng xpnom tpoyokadicportog

o AmdAlela ypnomg dve axpov

*  Am®Agln OLVATOTNTAG AEKTIKNG ETIKOWVOVIOG

e Avaykn pepwng Pondeiag (to dropo avtosumnpeteital og kdmowo Paduod)

e Avaykn 24mpng epovtidog

o Avhykn ypnong TEYVIKOV pécwv (omowovdnmote  €idovg, Ponbnua  Padiong,
TPOYOKAOIoHA, NAEKTPIKO VOGOKOUELOKO KPePATL, KAO1oHO VTOLS, 0pBOGTATNG, NAEKTPIKOG

TPOCMOTIKOC AVOYMOTNPAG KTA).

Xpijon pécwv otnping
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2e oUTO TO PEPOG TOL EVIVTTOL GLAAEYOVTOL GTOLXElD TOV APOPOVV TOVG OPLOLOVG TV
CUUUETEYOVI®V TOL VIOPANONKOV Ge GLYKEKPIUEVEG TopeUPdoels wote va dtatnpnBodv

ot (on.

o Tl6ocot acBeveic ortiCovon d1apécon SladepUkng evdookomikng yaotpootopiog (PEG)
e [l6co1 acOeveic {ovv pe emeuPatiKn OVOTVELGTIKT VTOGTHPIEN LUE OVOTTVELGTHPO LECH

tpayeotoung (TPPV)

Xp1o1] VANPECLOV KOIVOVIKIS EVNHEPTiag

ZUOAMEYTNKOV OTY] GLVEYELDL OTOLXEID. TTOV APOPOLV TO, EMOOUATO KOl TNV OLKOVOLIKN
Bonbeia mov Aappdvouvv ot acHeveic and to kpdToc.

e Emidopa Bapibg Kivntikng Avammpiog (BKA)

e Enidopa [Mopaminyiog

e Enidopa Tetpaminyiog

e Enidopa and 10 ypapeio sunuepiog

e  Owovopkn Bondeta yio andktnon tpoyokadicuatog

e  Owovopkn Pondeta yio amdKINON TEYVIKOV HEGWOV

e Avoammpikn cOvtagn

2115 opdoeg mov EAaPav okovopukn Borfeta Yo andKInon TpoyoKadicHOTOS Kol TEYVIKMDV
pec®V cupmepA@Oncav Kot ot achevelg Tov Exovv TAPEL EYKPIOT YOPNYNONS OLKOVOUIKNG
Bonbetag aAld doev €xer yiver axdun Eupacue Tov avVAAOYOVL YPNUATIKOD OGOV GTOV

TpamelKo Aoyaplocpud Toug.

OepamevTikég mapepfacers MapakorovOnoen amd péin multidisciplinary team

Téhog ocvAleymkav otoyeion mov a@opodv TV TapokoAovdnon tewv acbevov amd
olpopeg  ewkOTTEG  emayyelpotiov  vyelog. Koataypdonke mwocor  acBeveig

napakorlovbovvral amno:

®  VeEVLPOAOYO

®  TVELULOVOADYO

e JdwTpo@ordyo

e LoyoBepamevT] Y10l TNV KATATOGT)

e puolofepamevt
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®  KOW®VIKO AetTovpyod

® yuyoAdyo

Ytov appd Tov achevodv mov TapakoAovOoVVTIL OO KOWMOVIKO AEITOVPYO 1| YLYOAOYO
CLUTEPIANPONCAY KOl 01 TEPITTMOGELG TOV TAPAKOAOLOEITAL LEAOG 1) LEAT] TNG OIKOYEVELOG

oV acbevn.

4.5.2. Awodikacio cvAhoyg OEd0PUEVOV

H ovloyn tov otoyeiov diedydnke oto INI'K, oe un gpydoeg dpec. To ypovikd
SlaoTNUO. TPOYHOTOTOINoNG TG £pevvag NTav HeTabd Tov unvov Pefpovapiov - Maiov

Tov 2014.

Ta otoyeld cviieytnkav oamd Tov WIPlKO @dkelo kdbe cvppetéyovro EexwPLoTA.
MelemOnkav eniong ot puclofepamevtiKol paxkeLol, ot dKeAol Tov BaAdpov acOevdy Kot
MoeOnkav mAnpoeopieg amd T Kowwvikég vanpeciec tov INI'K. Zvpminpoportikd
Moednkav TAnpoeopiec amd 10 Tuvdecpo Mvorabmv Kompov mov apopovv ta péAN tov,

pe v gv Adyo voco.

Olo. To Oedopéva OV  GLAAEYTNKOV NMTAV CE KMOOKOTOUUEVT] HLOPPT (OOTE Va
Swceaiiletor n avovopio tov coppetexdviov. Xpnooromdnke o kwdwkog aplpnog mov
kéBe acBevig €xel oto INI'K. 'Eywve yprion tov cvykekpiyuévov apifpol, mote €K TV
VOTEPOV VA Elvarl duvatOg 0 EAeYY0G €K UEPOLG TOL €PELVNTN, av OAOL Ol acbeveilg mov

TANPOVGAV TO KPLTHPLO. CLUTEPIANPONCAY GTNV £pEVVAL.

AxoloVO®mG TO GTOYELD TOV KATOYPAPTNKAV GTO EVTVTA, EWGNYONKOV OTNV NAEKTPOVIKY|
Baon dedopévav dmov TOLG 0OONKE avE®V OaplBUog, Yoo var yivel otn cuvExE 1
enefepyacia Kol 1 ovaAvon TouG. AQOTOV TO GTOKELD E1GAYOVTOV GTNV PAcn dEdOUEVAV,
To GLUTANPOUEVA EvTuTa TomofenOnNkay og Pdkelo Kot puAdYOnKav oto INT'K og ydpo

OV POVO 0 EPELVNTNG 0 OTO10G epyaletan ekel, Yvopilet.

O gpevvnmg NMrtav vrevbuvog yww ™ oLAAOYY TV otoeimv, TOoV €lEYXO TOV
CUUTANPOUEVOV EVIOTTOV KOl TNV EG0YOYY TOV TANPOPOPIDOV TOV GLAAEYTNKOV GTNV

niektpoviky faon dedopévamv.
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4.6. HOwéG TpoeKTAOELS

[Tpwrtapyikne onuaciog otn deEaywyn g EpEVVAG NTAV 1 TPOSTUGIN KOl 1) SL0COAAIGN
TOV OIKOOUATOV TOV 060EVOV Kol TOV 0IKOYEVEIDV TOVG. [Ipv amd v évapén g
épevvag, eaocpariotnke éykpion amd v EOviky Emupomn Bionmbumg Kompov
(TMMopaptnua 1). Hoapddinio AqeOnKe yparth Ad€W 0O TOV TPOICTAUEVO TOV KAVIKOD
tunuatog tov INI'K, apov evnuepmbnke Aentopepdg Y10 TOVG GKOTOVG, TO TPOGOOKMUEVOL

0QEAN Ao TNV £pELVa. Kot T d10d1Kacio, GVALOYNG ototyeioy (Tapdptnua 2).

AvOVORLo KOl EPTGTEVTIKOTTA

Ot pdxerot Tov acBevov oev amopakpvivOnkay and to yopo tov INI'K. Ta ovopata tov
actevav dev dnuoctomombnkay. ['vdtav avagopd ctov kdbe acbevi YPNOLOTOLOVTOC
TOV K®OWO aptBud mov €xet 0 wtpkdg Tov Pakelog oto INT'K kot apol sionydnkav otnv

Baon dedopévav, pécm Tov advémv aptdpod Tov Tov d6ONKE.
4.7. Avaloon amoTEAEGNATOV

[TopdiAnio pe 10 GYESOOUO TOV EVIVTOL GLALOYNG OESOUEV®YV, ETOWACTNKE Mo Bdon
dedopévov pe ) Ponbewa tov Aoyiopikov MSAccess otnv omoia dnpovpyndnke évog
KATdAANAOG TivaKag yio TV eloaymyn tov dedopévav. O mtivaxog elye v e£Ng doun:

BalteenaprintscreentoypinakasthnAccess

Me v olokANpworn TG GLALOYNG TV dgdopévav, T oTotyeia lonydnkav ot Pdon
dgdopévav. X cuvéyela to dedopéva amd v Pdon dedopévav (MSAccess) e&nybnkav
oe loyopkd vmohoywotikdv @OMwev (MSExcel) 6mov pe ™ Pondea kotdAAnAimv
oLUVOPTNOEMV £Yve Katauétpnon tov acBevov oe odpopeg katnyopieg (m.y. mdoot
acOeveic avamvéovv pe vmoompién PEG). Ymoloyiommkav to mocootd Omov Mtav
amopoitto kot pe N Ponfeld Tov AOYIGHKOD VTOAOYIGTIKOV QUAA®Y €ytvov Ot

KATOAANAES YPOPIKEG TOPACTACELS.

O gpeguVNTNG GTI GLVEYELD TPOYDPNOAY GTNV OVOAVGT KO EPUNVEID TOV OMOTEAECUATOV
Bdon tov avaykov g épevvag. H mapovsioon towv amoteAespatov g £pEVVOCS Yivetal
0TO MEUMTO KEQAAOLO VIO HOPON MIVAK®OV, YPAPIKAOV TOPUCTACE®MV KOl KUKAIK®OV

LY POUUATOV.

58



Kepararo IIéumto

5. llapovoiaon evpnudatov Epevvag

>10 KepdAoo ¢ pebodoroyiag mov mponynOnke, mapovcldoTnke 1 dladikacioo pe TV
omo{0 £YVe N GLAAOYN TMOV GTOYELDV Y10 TIC OVAYKES TOL TOGOTIKOD UEPOVS TNG EPELVOG,.
Aoy €ytve 1 KoTopETpnon TV acBevdv oTi Kotnyopieg Yo Tic omoieg {mrovviov
aplOuNTIKEG  TANPOPOPIEC, VLTOAOYIOTNKOV OTN GUVEYEW TO TOGOCTA OmMOv NMTOV
amopaitnto kot pe 1 Pondel AOYIGUIKOD OV YPNCLOTOMONKE, £yvav ol KOTAAANAES
YPOPIKEG TOPAoTAGEIS. O1 EpEVVITES AKOAOVOME TPOYDPNCAV GTNV TOPOLGIACT|, AVAALOT)
Kol epunveios T@V amoTeEAEGUATOV PACT TOV aAVAYKOV TNG £PELVOS. XTO KEPAAOLO OLTO
YIVETOL M TOPOLGIOGT TOV OTOTEAECUATOV VIO HOPPY] OUOSOTOUEVOV TIVAK®OV,
Swypappdtov kot ypaenuatov. I'vetar tpoonddeia o amoteléopato va mapatedodv pe

TOV 0KPIPESTEPO KOl GAPESTEPO OLVATO TPOTO.
5.1. Zvppetéyovreg

[Ip6Beomn tav epevvntdv NTav va suurepthdfovy 6to A HEPOG TG EPELVAG OAOVG TOVG EV
Con aoBeveig pe MND mov mapakorovBovviav oto INTK, v mepiodo deEaymyng g
épeuvag. Zuvolkd, amd toug 79 acBeveig mov elyav wTptkd eakeLo TO HAGTNUO HETAED
tov punvov Ogfpovapiov - Maiov tov 2014, ypnowomombOrkov avtoi tev 77.

E&apénkav:

e 1 acBeviic 0 O6mowog dev embBupel Kol ETKOWOVIOL LLE TOVG EMAYYEAUATIEG VYELNG TOV
INT'K, A0y0 éAhetyng otoyeimv Tov agopovV TN GNUEPIVI] TOL AEITOLPYIKY] KOTAGTOON,
TIC EWIKOTNTEG EMOLYYEALATIOV VYEING TTOV TOV TAPUKOAOVLOOVV GTOV 1O1WTIKO TOUEN KTA.

e 1 tovpkoKVUTPLOG aoHEVIC KATOKOG TWV TEPOYDOV TOL Ogv eAEyyovion amd TNV
Kvmploxn Anpokpotio, Adywm tov yeyovotog 01t 0ev gival O1Koovy0G TOV KPOUTIKMV
apoydv. Ta 77 copuminpopéva EVIumo ypnoLomomonKay yuo T GTATIGTIKY OVOALOT

TOV JEOOUEVMV, TO AMOTEAEGLOTO TNG OTTOT0G TAPOTIOEVTAL TN GLVEXELO.

Aoppdvovtag vroyn a. Tov aplfud mov copewva pe T debvn Pipioypapio, amotehel To
Katd ovoloyio TANOBLGHOV, TWOCOGTO EUPAVIoNS TG VOoov, 5-7 dtopa avé 100000

(International Alliance of ALS/MND Associations 2015) kot . tov onuepwvd minbocud
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oT1g eAebBepeg meployég g Kompov o onoiog vroroyiletar oe 858000 oto téhog Tov 2013
(Ztatiotikny vanpeoio g Kvaprokng dnuokpatiog 2014), o1 77 acbeveig mov amotéiecav
t0 Ogtypo mAnOBvopov Bo umopovoav vo Bewpnboldv apkeTdc apBuds, ®oTE T
ocvumepdopoto Tov B e&oyBovv va. Eival aVTITPOGMOTEVTIKA Y10 TO GUVOAO T®V acHevdV

pe MND ot Konpo.

5.2. Amoterhéopata

To delypa mAnBucpov tov A pépovg g €pevvag omotédesav ot 79ev {on acbevelg pe
MNDmov £yovv 1atpikd @dkero oto INI'K ,mmv mepiodo deEaywyng g £€pevvoc.
E&apébnkav:

o 1 aoBeviig 0 6motog dev emBupel kapd emtkotvavia e TOLG enayyelpoties vyeing Tov
INT'K, Adyo éMhewyng otoyeimv mTOv a@OpovV TN OCNUEPVI] TOL AELTOLPYIKY|
KATAOTOOT, TIC EWOIKOTNTEG EMOYYEAUATIOV VYEIOG 7OV TOV TOPAKOAOVOOLV GTOV
WOOTIKO TOpEN KTA Kot

o 1 7tovpkokdTPLog 0chevic KATOWKOG TMV TEPLOYDV TOL Oev eAEYXOVTOL OO TNV
Kvumpaxn Anpokpartio, Ady® Tov yeYovaTog 0TL deV £lvat S1Ka0VY0C TV TOPOYMDV TOV

KpdToug.

5.2.1.Anpoypa@ikd otovyeio Tov oiypaTog

Kotd ®0Ao katavopn tov deiypatog

[Mivaxag 3. Katd DoLo koatavour tov deiyuarog

®vio XoyvotnTa IMocooto
Avtpeg 45 55%
TINuvaikeg 32 45%
X0voiro 77 100,0%

H mAetoymoeia tov acBevav Nrav avtpeg pe cuyvotta 45 kot 1ocostd 55%. Ot yuvaikeg
Ntav 32 pe mocootd 45% (Ilivaxog 3). Ta amoteléopoto GLVASOLY HE TO TOYKOGULO
dgdopéva Omov M cVYVOTNTO Elvol EAAPPOG LEYOADTEPT] GTOVG GVIPEG GE GYECN UE TIG

yovaikec (MND Association 2010).

Kotd nhkio katavopun tov deiyparog

[Tivaxag 4. Kazo nlixio kotovourn tov oeiyuatog
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[Mopatnpodvtag v nhwkio tov deiypartog, 8 acbeveig eiyav nikia pikpotepn twv 50 etdv
kot 1060010 10%, 27 acBeveic Nrav nhikiog peta&d 50 kot 60 etdv pe mocootd 35%, 35
acBeveig Nrav petald 61 kot 70 etdv pe m0c0oto 45% Kot téhog 7 acbeveic Ntav ave Tov
70 gtov pe mocootd 9% (Ilivaxag 4). Ta amoteAéopata GLUEMOVOVY UE TO TOYKOGLLA
dedopéva yio T vOco, 6oV 1 EUPAVIOT TNG Elvat cuyvoTtepT 6€ Atopa dve Tov 50 eTmv
(Hausen, Josephson 2013. The International Alliance of ALS/MND Associations 2015.
McDermott, Shaw 2008. Orrell 2011).

OwKoyeveloK KOTAOTAGT TOL OEIYNOTOG

[Tivakag 5.

Kota oikoyevelokn kataotoon KoTavoun tov 0ElyuoTos

Kotaypdomke 611 67 dtopo frav €yyopa pe mocootd 87% kar 10 dropa Ntav dyauao,

dwalevypéva 1 o ovluyog Toug £xet mebavet pe mocootd 13% (Ilivaxog 5).


http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&dopt=Abstract&list_uids=18356234
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&dopt=Abstract&list_uids=22032111

Kota erapyio dropoviig KoTavoun Tov d€iypatog

Enroapyia

B Adpvaxa

B Agvkooia

B Agpécog

B [Tapog

B Appdymwotog

Ipopnuo 2:Kotd emopyio katavoun Tov deiypotog

210 yphonuo 1 mapovsialetar n katd emapyio Katavoun tov dstypatoc. IMoapatmpeitor 6Tt
N mAsoynoeio tov acbevov Tov delypatog diépevay oy  emopyio Asvkooiag, 31 oto
oVvoro kol mocootd 40%, akoiovBel n Aguecsog pe 22 kot m1ocootd 29%, n Adpvaka pe
13 ko mocootd 17%, n [Haeog pe 10 acBeveig kor mocoostd 13% ko 1€hog N emapyio

APLOYDOOTOL PE KATAUETPNUEVO HOVO €va aoBevi Kot Toc06To 1%.

Koataotaon aracyoineng Ttov deiypotog

[Tivaxog 6:

Kortaotoon amooyoinong tov deiyuorog

2Oppovo e ta cLAAEYOUEVO oTolyEln Ol TeplocOTEPOl acbeveic Tov delypatog NTov
avikavol yio gpyacio. Zvykekpipéva 42 dtopa mov avaioysi oe mocootd 54,5% Mrav

avikavo Yo egpyocia, 6 oamd Tovg acbBeveic eEaxolovBovcav va epydlovtor Kot
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amotelovoav 10 7,8% tov delypartog, kot téA0G 29 dtopo fTav cuvTaSlovyol e TOCOGTO
37,7% (ITivaxog 6).

Xapog orwapoviig

Xopog Avapovig

3%

u Kotoikwv
QpovTida

B Opovrida og
dpopa

I'popnuo 3:Katd xdpo dtaptovig KoTavour Tov delypotog

210 yphonua 2 mopoatnpeitor 6Tl N CLVTPWTTIKY TAEWYNEia Tov deiypotog cuvénle va
dwpével kat va déyxeTon epovtida 6to omitl. Xvykekpuyéva 75 acbeveic, mocootd 97%
cuvélav vo dpéVouV 6T OTtitt Toug Kot povo 2 acBevels, mocootd 3% erlocevovvtay

og 1dpopa.

5.2.2. KMviké YopoKTpLoTiKd

Mop@1] vocov

Mopon vocov

mALS

mFALS

= ALS BULBAR
= MND

mPLS

I'popnuo. 4: Katd popen e vOsou KOTAVOUT TOV dElYIOTOG
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H metoynoeio tov acBevov, cuvolikd 54 dropa pe mocootd 70% eiyav didyvoon ALS, 15
dropo pe mocootd 19% eiyav dwyvoon MND, 4 dtopo pe mocoostd 5% elyav dibyvmon
PLS, 2 droua frav xoatayeypoppéva pe ALSBULBAR kot mocootd 3% kot téhog 2 dropa
avikav ota FALS pe mocootd 3% (ypaenua 3). To amoteAéopoto Tov KATOyPAOTNKOY
Ocov aeopd T Hope1| NG vocov Pacilovial 610 MG OVTH OVAYPAPETOL GTOV 1TPIKO

@akeA0 TOV KGBE EVOG.

Xpovio amd dudyveon

[Mivokag 7 :

Kota ypovio amo dicyvewon katavous tov oeiyuatog

*XPNOILOTTOLEITOL 1] MUEPOUNVID TTOL KOTAYPAPETOL GTOV WTPIKO PaKeELO KaOE acOev ¢
n nuepounvia Tpmtov pavtefod oto INI'K, Adyo advvopiog katoypa@hg axpiovg
nuepounviag dtdyvmong

2tov mivaka 7 mapovctdlovtol Ta xpovia. Tov EYOVV TEPAGEL Ao TN OdyvmoT TS vOGOov.
‘Eva peyddog apBpoc atopmv, 30 cvykekpipéva mov avoroyodv oto 39% tov delyparog,
glyav dayvootel Tov tehevtaio xpovo N Ayotepo. Evag appog 20 atopuwmv mov avaroyel
oe mocootd 26% eiye dwyvootel 1-5 ypdvia mprv ko 13 dtopo mov avoaroyodv cg
1060010 17% &iyov dyvootel petagd 5-7 ypovia mpwv. Téhog yuo 14 dtopa pe m0cooto

18% elyav mepdoel meptocoOTEPO amd 7 xpovia amd T O1dyvmaon TovG.
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5.2.3. Aertovpyikn| KotdoToon

Kwvntiki] Kot AetTovpyikn KoTaotoon
100%

90%
90%

80%

70%

60%

50%

40%

30%

20%

10%

0%

Andlelo ypriong  Zvveyng xpnon Badwon Avtogbummpémon  Mepikn xpnon
ave dKpv tpoyokafioportog TpoyoKoBicHaTOg

Aypogua 1. Kivntikn Kot AEITOVPYIKT KOTAGTOON TOV OelyoTog

210 odypappa 1 amewkoviCovtor ved popen mocooTwiog ovadoyiag To oTolyElo Tov
CUAAEYTNKOV KOL OQOPOVV TNV KIVNTIKY] KOl AELTOVPYIKN KOTAGTOOT TOV acOevdV.
JUYKEKPIEVO  TTOpATNPEiTOL OTL Eva TOAD PEYAAO TOGOGTO TOL SelyHaTOC YOV OTDAELN
xPNoNG v dxpov. Kataypdaetnkav 69 dtopa, mocootd 90% mov advvatodoov o Hepiko
N oAwo Babuo va ypnoiponocovy o dve akpa tovs. [Tocootd 69% mov petagpdleton
oe 53 dropa giyav yaoel e pePtkd 1 oAkd Pabud ™ duvatdTNTO AEKTIKNG ETKOVOVIOG.
Movo 21 dropa mov avaioyovv oe mocootd 27% eiyov T dvvatotnta vo Padilovv
ave&aptnta yopic kopio fondeta. IMocootd 12% oniadn 9 droua Ekavav pePIKN xpnom
tpoyokabiopatog, Kvplowg o eEMTEPIKOVG YMPOLS KoL Y. VO SlovOcoVV  UEYEAEG
amooctdoels. [locootd 61% tov detypotoc, dniadn 47 drtopa eiyov ybost TANPOS T

dvvoTdTNTO AELTOVPYIKNG PAOIONG Kot Ekavay cuvey xpNom Tpoyokadicpartog.
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5.2.4. Avaykeg @povtidoog

Avaykeg Dpovridag
90%

80%

70%

60%

50%
40%

30%

20% -
10% -

0% -
Mepikn opovtida  24wpn ppoviida  Xpnomn TexviKmV
pécwv

Adypopa 2. Avlykeg ppovtidag Tov Oetyplotog

[Mopatnpeitar 6t1 20 dtopa, mov avoroyel e T0c0oTd 26% TOL detypatog eiyov avdykn
pepkng Ponbeiag, dnAadr propovsav va avtoeEunnpetnBodv oe kdmowo Padud, 50 dropa
m0600T0 65% elyav avaykn 24wopng opoviidag kot 63 dtopo €lyav avaykn va
YPNOILOTOLOVV TEYVIKA Héca oL Ba dtevkdAvvoy TV kabnuepwvn epovtida tovg kot Ho

avéavay v acedieta toug (Adypoppa 2).

5.2.5. AoOBgveic mov ypNoIpoToL0VV néca oTNPIENG TG OVOTVONG KOl TNG

oiTioNg

ApOpog odciypotog mov  orriovror  dopéGOV  OLOEPMIKNG  EVOOGKOMIKIG

vaostpostopiag (PEG)
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Yition dwpéocov PEG

ENAI
B0OXI

I'pagpnua 5: Tlocootd oitiong dtopécov dradeppkng evoockomikng yaotpootopiog (PEG)

To 47% tov detypatog mov avaroyei oe 36 acbeveig, orriCovron dapésov PEG ( Ipaenpo
4).

ApOudg ociypatog mov Cev pe  emepPoaTiki]  AVOAVELOTIKN  LVAOOTHPIEN e

avanveveTpa péom Tpoysrotopns (TPPV)

Mnyoavikn YrootipiEn Avamvong
owpésov TPPV

B NAI
B'OXI

Ipopnuo 6: Tlocootd emPimwong Stopéoov EREUPATIKNG AVATVELGTIKNG VITOGTAPIENG UE

avomvevothpa pécw tpayetotopng (TPPV)

To 27% tov detypatog mov avaroyei oe 21 acBeveig, Cer pe TPPV( I'pbonua 5).

5.2.6 Xp1on vaANPEGLAOV KOLVOVIKIG EVNREPLUS
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Owovopkég Mapoyés amoé To Kpatog

60%

50%

40%
30%
20%
10%

Owcovopkn Owovopkn Emidopa BKA Emnidopo Emidopo Emidopa and Avomnpn
Bondeta yio Bondeta yio Tapominyiog Tetpaminylog T'pogeio Zovtoén
Ayopa Teyvikdv Ayopa Evnpepiog
Méowv Tpoyokabicporog

Aidypogo 3.01K0OVOKEG TOPOYES OO TO KPATOG

Ta amotedéopata deiyvouv Tov  aplBud Tov delypatog mov KAVEL XPNOT GLYKEKPIUEVOV
VANPECIOV KOWMVIKNG gunuepiog. ZOH@ovo Pe To. cuAAeyoueva otoryeio, Tocootd 48%
mov avtictolyet og 37 dropa éafe amd to Tuqpa Kowwving Evoopdtoong Atopmv pe
Avannpieg (TKEAA) owovopknr Bonfeta yio amoktnon texyvikov pécov. Ilocootd 53%,
41 aropo €hoPav owovouky Pondeia yio amdxton tpoyokabicpatoc. To 49% tov
mAnBvouov Tov avaroyel o 38 dropa AduPave to Emidopa Bopidg Kivntikng Avammpiog
(BKA). To 12%, 9 dtopa, Adppavay to Enidopa Mapoaninyiag ko 35% tov deiypartog, 27
dropa, Aqupavav to Emidopa Terpaminyioc. [Mocootd 34%, 26 dropo AduPavov
AVOTNPIKN cOVTOEN OO TO TOUEID KOWOVIKOV ac@aAiicemv. Movo 6% mov avoloyel og 5
acOeveic Tov VIO pekétn TANBvouov AduPavav dnuocio Ponbnuo amd TIC LVANPECiE

KOwmVIKNG eunuepiog (Awdypappa 3).
5.2.7. Ogpomevtikéc mapepPacers

[Mivakag 8 :Ospamesvtinis mopeufaoeis oo loufaver to dsiyua tAnBoouod

68



Ewdwkotra Yoyvotnta IMocooto
Nevporoyo 77 100%
[Tvevpovordyo 56 73%
Awtpo@ordyo 42 55%
AoyonaBordyo 53 69%
dvclobepamevt 77 100%
Yoyordyo 43 56%
Kowvovikd Aettovpyd 68 88%

Xtov mwivoka 8 amewkovioviol TANPOQOPIEG TOL APOPOVY TNV TOPAKOAOVONON TV
ac0evav Tov delypatog amd d1dPopes 10IKOTNTES emaryyeApaTIOV vyeiag. Kataypaenke o1t
10 100% tov acBevov dnAadn kot Ta 77 dtopo Tov delypatog mapoakoiovbodviav omd
vevpoAdyo kot guotofepanevt tov INI'K. [Tocootd 88% mov avoroyel oe 68 dropa
nmapokorovBodviav and Kowvwvikd Aettovpyd, tov INI'K 1 tov suvééopov Mvomabaov
Kbnpov. And tov mAnBuoud tov delypatog, 73%, 56 acbeveic mapaxkoiovbovviav omd
nvevpovordyo oto INT'K 1 ota ['evikd vosokopeia g emapyiog dtapovig tovs. Ilocootd
69% mov avtiotolyel og 53 dtopa mapakoiovBovvtay amd Aoyorabordyo oto INI'K. Amod
10 detypa, 43 dropa, mov avaroyel oe 56% 1N HELOG TNG OKOYEVELNG TOVG EMICKEPTNKOLV
Yuyohdyo, éotm pia opd. Téhog kataypdetre 0Tt 55% T0L VIO peAétn TAnBvcupov, 42

dropo TapaKoAovBovvTay amd S TPOPOLOYO.

210 kePGAa0 6 Tov aKolovBel yivetor 1 cu{NTNON KOl KATOYPAPOVTOL TO CUUTEPACLLATOL

KOl 01 ELGNYNCELC.
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Kepararo 'Exto

6. Zvintnon - Zvunepacpato - Ewonynoeig

H ovykekpuévn €pevva amookomodee  GTNV KOTOVONGN TOV YOPOUKINPIOTIKOV TOV

acBevov pe MND mov mapakorlovBodvtal amd Tig vanpecieg Tov kpdtovg kot to INI'K.
[Ma v enitevén TV oTdOY®V ™S £pELVIC XPNOLOTOMONKE TOGOTIKNG HEBOOOG Epguvag.

70 KEPOAOLO TEVTE TOV TPONYNONKE TAPOVCIACTNKAY TO, OTOTEAECUOTA TNG £PEVVOC. ZTO
KEQAAOLO aLTO apylkd dtepevvdrtol o o Pabpd emtevydKoV 01 GTOYOL TNG EPELVAG Ko
dtveton pia wepiinyn tov eupnuat@v. TN cLVEXELD EPUNVEDOVTOL, GLGYETICOVTOL Kot
oyolalovtol Ta EVPNUATO VT, GLYKPIvOVTAG Kol avTuTapafdAlovtag Ta akoAoVOwG pe
napodeiypata péso and v vrdpyovsa Piploypapic. AkoAovBwg yivetor Adyog yia tnv
TPOKTIKY a&ilo TV amoTeAesaTOV TG épevvoc. Kataypdeovtal To TAEOVEKTLLATO KOt TO.
adbvato onueio g Tapovoas £PEVvaS. AVaEEPOVTOL TO GLUTEPACUATO GTO OMOin
katéAn&av ot gpevvntéc. Téhog culnteitor 1 €KV TOL TOPOLGLALOLV TOL ELPTLOTA KO
aVOQEPETOL TOS oVTA ol pmopovoay va KaBodNYGOVV HEALOVTIKES EPEVVEG 1) OKOLLLL OV
Kot Teg B0 UTOPOVGAV VO EPUPUOGTOVV GE EMMEDD  EPAPLOYNG TOMTIKOV OGOV apopa

v dayeipion vocswv cav to MND.

6.1. AvaAvon Kol 6(0AL0GHOG TOV EVPNRATOV TNG

£Epevvog
H épevva elye otoéHx0 vo Kataypdyel to KOWWOVIKO-ONUOYPOQIKE KOl GYETIKE pHE TNV
acBéveln ko Bepamevtikn mapéuPaon otoyeio mov agopovv ta drtopa pe MND oty

Kbompo Emv mapdypopo mov akoAovfel avagEpovtal EmYPOUUATIKO TO GTOUXElD TOL

€xovv cuAAEYTEL O TNV €pguva.

SUUPOVE HE TO OMOTEAEGHOTA TNG £pevVOC amd Tovg 79 acBeveic mov elyav 1oTpikd
@akeA0 TO Odotnuo  petaEy  tov  punveov  Ogfpovapiov - Moaiov tov 2014,
ypnoonomdnkav avtoi tov 77. H mieioynoeio tov acBevdv ftav avipeg pe m0GooTto
55%. To peyaAdtepo mocootd acbevav Nrav petald 50 kot 70 etov, 35% Mtov nAkiog
peta&y 50 ko 60 etdv kot 45% nrav petald 61 kol 70 etov. Kataypdotnie 6t 87% ftov

gyyopotl. Zouemva pe 1o, GVAAEYOUEVO oTotyEln o1 TeplocdTepol acbeveic Tov delypartog
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dgv glyav ) OvVOTOTNTO VO E€KTEAOVLV TNV €pyacio mov €kavav mponyovuevos. H
CLVTPUTTIKY TAEOYNQia Tov detypotog cuvéyle va SaUEVEL Kat Vo OEXETOL PPOVTION GTO
oniti. '‘Eva peydrog apOudg atopwmv, mov avaroyodv oto 39% tov oOstyparog, elyav
dwyvootel tov televtaio ypdvo 1 Ayotepo. ‘Eva 26% elye dwayvootel 1-5 ypdvia mpv kot
17% eiyov dwayvmotel petadd 5-7 ypodvia mpwv, yio 18% elyav mepdoet mepiocdtepo and 7
xpévio amd 1 ddyvoon tove. Ocov apopd T AETOVPYIKY KOTAGTOOT TV acBevdV,
napotnpeitor 0t 69% elyav ybost oe pepkd 1 ohkd Pabud ™ dvvoTdTNTA AEKTIKNG
emkowvoviag, éva oAy peydAo mocootd Tov ostypotoc, 90% eiyav ammAgia ypriong avm
dxpav, 61% tov delypatog Ekavav cuveyn xpnon tpoyoxkadicpatoc. [ocootd 65% eiyav
avaykn 24mpng epovtidag kot 82% elyav avaykn vo xpnoHOTOoVV TeEXVIKA Héca Tov o
dtevkoAvvay v kaBnuepwvny tovg epovtida. To 27% tov delypatog, (et dopécov
EMEUPATIKNG OVATVEVGTIKNG VTOCTNPIENG HE OVOTVELSTNPO PECH Tpayelotouns. Ocov
aQoOpd TN YPNON VINPECIOV KOWMVIKNG evnuepiog, 48% tov deiypotog éhafe amd to
Tuqua Kowwvikng Evoopdtmong Atduwv pe Avamnpiec owkovopikn Ponbewo yio
amoktnon teyvikov péocwv. To 53% tov detypatog éhafov owkovopikn Ponbeia yio
amoknon tpoyokadicpotos. To 49% tov mAnbvopod AdpPove to Emidopo Bapidg
Kwnrucneg Avammpiag. To 12%, Adppavav to Emidopa IMopaminyioag kor 35%  tov
detypatog Adppovay to Emidopa Tetpaminyioc. To 34%, AauPavav avamnpikn covioén
amd 1O TOUEID KOWOVIKOV ac@aiicemv. Mdvo 6% AdpPovav dnuocio Bondnua omd Tig
VINPEGIES KOWOVIKNG eunuepiog. X auTtodg 0ev GLUTEPIANEONKOY To ATOMO T OOl
glyav oautnOei yio Ayn emdopdtomv kol otkovopukng Pondetag aAdd dev iyov AdPer péxpt
TN GTIyUN oL GVAAEYOovTaY To ototyeia kopio anavrnon. Kataypdonke 6tt 1o 100% tov
actevav mopakorovBovvtay and vevpordyo kol eucsiobepanevty Tov INI'K. Ilocootod
88% mapakorovBodvtay omd kowwvikd Aettovpyd. Ilocootd 56% tov detypotog

EMOKEPTNKAY YUYOAGYO, 01 10101 1] LEAOG TNG OKOYEVELNG TOVG, £6TM Wi POpPAL.

2oppova pe to aplBpnTikd otoryeio mov Kotaypdenkav, 0 t1ocsoctd achevav pe MND
oL TapokoAoLOeiTOl amd TIG ONUOCIEG LANPEGiES VLyElog GLVAdEL PE TA TOYKOGHLO
dedopéva OGOV aPopa TN cLYVOTNTO ERPAVIONS TNG VOGoL o€ avaroyio TAnBuouod. To
1010 1oyvEL Ko OGOV APOPA TNV EAAPPAIC LEYOADTEPT GLYVOTNTO ELPAVIONG TNG VOGOV GE
Gvtpeg oe oyxéon pe yovaikeg. Ta amotedéopoto 0oV apopd v nAkio. ELEAVIONS TNG
VOGOL KOl TAAL GUUPOVOVV LE TO TOYKOG U0 OEGOUEVOL OTTOV KOTAYPAPETOL OTL 1] ELPAVIOT)
™¢ vOoov givarl cuyvotepn oe dtoua dveo tov 50 etov  (Hausen, Josephson 2013. The
International Alliance of ALS/MND Associations 2015).
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ZOUQOVO PE TO OTOTEAEGLOTO TNG EPEVVOC, TO UEYUADTEPO TOGOGTO aohevav PpiokdTav
0€ TOPUY®YIKN NAKI0 OTOV dloyvAoTNKE. AVTO €lye ¢ amOTELECUA OTMC POIVETOL GTNV
€PEVVO, TO PEYOADTEPO TOGOGTO TV acBevdv v mepiodo deaymyng g £pevvag va

nrov avikovo yu epyocio.

Yvveyilovtoc cOUP®VA UE TO TOCOTIKO HEPOG TNG EPELVAG, GTY] CLVIPITTIKY TAELOYNPio
ToVg ot asbeveic cuvé Loy va SaEVOLY GTNV OLKI0L TOVG KOt VO TOVG TAPEXETAL PPOVTION
amd TNV 01KoYEVELD TOVG. 'Eva oAl peyddo mocootd ypelaldtay e1KocITETPAmPN GPOVTIOn
Kol €val GALO pEYAAO TOGOGTO TV acBevdV ¥pelaloTov UEPIKY GPOVTION TOV GTAUOIOKA

av&avotay Kabme avEavotay Kot To ETITESO ovorTnpiog.

AV Kol GOUE®VO PLE TO TOGOTIKO HEPOG TNG EPELVAGC, EVO LEYOAO TOGOGTO TOV VIO HEAETN
TANBvoPOV glvarl ANTTNG KPATIKMV TOPOYDV, EVIOVTOLS PAIVETAL OTL TO TOGOGTO TOV KAVEL

YPNOM TEXVIKAOV LEGCOV €ivon TOAD peyaAdTEPO.

M perétn g Armstrong (2006) g omoiag to evpnuata, avipesa ota dALa, deiyvouv
) Peltioon g TodTTaG TV 0AGHEVOV Kol T®V QPOVTICT®OV TOVG 0TV 1 TapéuPacn yio
POy TOV avoykoiov TeEYVIKOV HEcoV Kot Pondnudtov yiveror Tn ow®GTH YPOVIKY

oTyun.

2y €peuva KOTadEKVOETAL OTL 6YedOV 10 €va Tpito TV acBevav (et pe emepfotikn
OVOTVELGTIKY] VIOGTNPIEN HE OVATVELGTNPO JLAUEGOV Tpayeotopns. Ot avdykeg Tmv
acBevov pe emepPatiky] VTOGTHPIEN TG OVOTVOTG OUEGOD TPOYEWOTOUNG OVEAVOVTOL
KOLO TEPIGGOTEPO, 1 PPOVTION YIVETOL TTIO EEEIOIKEVLEVT] KOL 1] TPOGOPLOYT SVGKOADTEPN

Kot €EQVTANTIKY] Y10 TOVG PPOVTICTEG. .

Kletvovtog, avtd mov dapdvnke omd v €pguva Ko emPefordvere amd TOAAES GAAAES,
elvar to yeyovdg 6t 660 av&dvetar 1 avarmpic Tov 0c0evn Kot G ATOTELEGLLA Ol OVALYKES
TOV, TOGO WHEIWDVETE 1 TowdTNTa. (NG TOLv 1010V OAAL KOl TNG OKOYEVEWNS TOL. AVTO
vrootnpilovv ot épgvvec Twv Hughes, Sinha, Higginson, Down kot Leigh (2005) kot tov
Pongratz, Zierz, Fischer, Swash, Jenkinson kot GermanALS-HPS-StudyGroup (2003).

6.2. [opadoyic Kol TEPLOPLGNOL TS EPEVVOS
O mnBvoudg perétng g €pevvag amoterel T0 PEYAADTEPO TOCOGTO T®V AGHEVOV LE

MND otmv Kvumpokr] Anpokpatio. Agv vanpye Opmg mn dvvatdotnta Kafopiopod Tov

axp1poic mococTov oe avardylo acBevov. Ot epeuvntég yvoplav 6t 6Aog o mAnbuouodg
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HE KAWVIKY €KOVO OV TOPOTEUTEL GE TETOWOL €100VG VOGOLG TOV ATELOVHVETOL OTIC
vnpecieg vyelag Tov kpatovg mapaméunetal oto INI'K yia mepetaipw diepedvnon kot

kabopiopd g ddyvmonc.

Emiong dev vanpye n duvatdTNTo KOTAypOoPng TG akpBovg nuepounviag didyvmong Kot

K0B0PIGLOD G APKETEC TEPUTTADOGELS TNG LOPPNS TNG VOCOV.

6.3. Xoumepaocpata

H pelém vt amotélece TV TpOTN 0PYOVOUEVT] TPOSTADELN KOTOYPAPHG TOV KOVMOVIKO
- ONUOYPOPIKAOV KOl GYETIKOV HE M VOG0 kal Oepamevtikny mopéupaocn otowyeiov mov
a@opovv ta dropo pe MND oty Kbdmpo. Xvvelcpépetl TapdAAnio 6Tov EUTAOVTICUO TNG
Broypapiag 660 apopd Tig vanpecieg mov mapéyovior 6Tovg acbeveis avTodg Kol GTOV

TPOTO TTOL TTAPEXETAL 1] PPOVTIOO.

O epeovnmg katéAnée apyikd oto ovumépacpo 01t 0 pOAOG TOL KpATovg gival
kaBoploTikng onuociog otn dTnpnon evog emmédov moldtnrog (NG TOV aTOU®MV UE
MND kot tov owkoyevelidv toug. Ot vanpeciec vyelag mov TPosPEPOvTaL 6ToVG acOeveic

emnpealovv BeTikd 1 apvnTikd T cuvOnKes daPiwong Tovg.

To peyaidtepo mocootd achevav av kot Ppicketol o mapaywyky nAkio, EVvIoVTOlg devV
Umopovv va epyactovv. Evd 1o peyoddtepo mocootd aclevmv ypeldletal Texvikd LEGO Kot
BonOnuata yio ™ @povtida tov, dev xovv mdpel dAol orkovopkn Bondewa. To €va tpito
nepimov TV achevov (el pe TPAYEOTOUN, TO YEYOVOS 0VTO, ALEAVEL OKOUT TEPICCOTEPO
TIG avhykeg ppovtidag, Movo €va mTocootd Tov VIO peAETN TANOLGLOL TapakoAovBeiTol
amd YuyoAdYo Kol amd KOWMVIKO AEITOVPYd, VO GOUG®VO LE TIG deBv] kaTevBuvtipleg
ypoppés ywoo ™ owxeipion tov MND Bo fitov mpog 6@eroc TtV acHevodv kol TV

OIKOYEVELDV TOVS VO TapakoAovBovvtay GA0L amd TIg OVO AVTES EWOIKOTNTEG.

v Kompo vrapyet Erdetyn kabopiopévon Kpatikod VYEIOVOHIKOD TPMTOKOAALOL TOV vV
apopd t OJwyeipion tov MND. Ymapyer emiong €éAdewyn ocvvtoviopoh HeETAED TOV

VNPECIOV VYELNG KL TOV VINPEGUDY KOVMVIKNG ELNULEPLOGS.

AV Kol T0 KpATOg TAPEXEL OLKOVOLIKT) Bonfgtal Yo TNV KAADYT TOV OVOYKOV TOV ATOU®OV
pe MND, evtovtolg Aettovpyet mantikd, oev €xel kavevog Padpov gvbovn g epovtidog
Toug Ko 0ev aokel kovéva €leyyo Ocov agopd oe molo Pabud koAvmTOVTOL O

OVTIKEILEVIKES AVAYKES TV 0GOEVAV.

73



To kpdrog dev mapéyel Kavevog eidovg Tpaktikn fondela otny eniivon tov TpofAnudtov
OV aVTILETOTILOVV 01 AoBEVELG KO O1 OIKOYEVELEG TOVG, TEPAV TOL BEGOD TOV KOWVOTIK®OV
VOONAELTAOV Y10 GTOMOL HE UNYOVIK LIOoSTNPEN TG avamvone. Avtifeto pe T1g
O10d1KaGieg TOL AKOAOVOOVVTAL Y10l TNV YOPNYNOT ETOOUATMOV KOl OIKOVOULKTG Bonbetag,
OVOKOAEVEL KOl TOATOPEL TO ATOUO OVTE, dNUOVPYADVTOS EMTAEOV TPOPANUOTO GTNV

OlKOYEVELQL.

Agv vrdpyel E0TOUKEVUEVT AVTILETOMION OO TIS LANPEGieg Kowmvikng sunuepioag. To
VYOC TWV OIKOVOUK®V ETIO0UATMOV TOV TOPEXEL TO KPATOG €ivar To 1010 Yo OAa Tar dTopO..
Agv yivetan a&loAdynon Tov avayKov Tov Kabe actev Eexmplotd Kot mopoyn 0IKOVOUIKNG

KO TPOKTIKNG OTNPIENG OVAAOYOL LLE VTG,

O1 owoyéveteg tov atopov pe MND emPapdvoviar oe peydro Babpod oe moAld enimeda,
€101KA To. dropa mov avorapupdvouv v guBbvn ¢ epovtidac. To kpdrog dev mapéyet
GUVTOVIGUEVT] KOOOPIGUEVT] HECOV VYEIOVOUIKADV TPOTOKOAAW®V EKTOIOEVOT GTN PPOVTION

ocOevav.

Mo ™ epovtida epyodotodvtar arrodamol PpovTicTég Ywpig vo aokeiTol Kovevog el0ovg
ENEYYXOC TNG KOTAPTIONG KOl TNG KOATOAANAOTNTOS TOV QPOVIIGTMOV OLTOV OO KOVEVH

KpaTiKd popéal.

To kpdtog 0ev MAPEYEL GLUVTOVIGUEVT], OPYOVMOUEVT] WLYXOAOYIKN Kol KOWOVIKY GTHPIEN

6ToVG 060EVELG KO TIC OIKOYEVELNG TOVC.
Ag @aivetal TovBevd 1 EUTAOKY] TG KOWVOTNTOG GTN PPOVTION TOV ATOU®Y OVTAOV.

H mowmrta tov mapeyopévov vmnpeciov vyeiog emdpd Kaboplotikd oto eminedo
datnpnong g moldttag (mNg 0yl Lovo TV achevodv aAAd Kol TOV OIKOYEVEUDY TOVC.
Kat' enéktaon to opéAn and mbovn Pedtioon g moldtntag TV vInpectdv Ba NTav eivat
aeintd oe TOAAEG doTdoELS TG LONG TOV OTOU®V ovTdV. XNV mepintwon tov MND,
Omov T0 dtopa €YoV OLENUEVEG OVAYKEG @POVTIONG, M Topoyn LYNAOL emimedov
VANPECIOV VYEIOG av KoL Ogv Umopel vo avTioTpéyel v opeia TG vOcov, eviovtols Oa
umopovoe va dadpapaticel kaBoploTikd pOAO GTNV OVIILETOTION TNG, OEPATELTIKY Kol

YUYOKOIVOVIKN
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6.4. Exonynosig

To mapomdve KaO1oTOOV OKOHO 7O  EMTOKTIKY TNV OVAYKY OWUOPP®ONG  €VOG
VYEWOVOMIKOD GULGTHUOTOS OV VO EUTAEKEL TO KPATOG O MO OLGLOOTIKO Pabud ot

epovtida TV achevov pe MND.

To eminedo ¢ epovtidag mov Ba mapéyeTon ota dtopo avtd, vo kabopiletar petd omd
aflohdynon tov avaykov kdbe acbevn kot g otkoyévelng tov. Na yivetor Eeymplotd
a&10AOYNOT TOV OIKOVOUIK®Y OVOYK®V KoL VO TTOPEYETOL OIKOVOULKT oTNpién avdioya pe
TIC avdykeg kdbe mepimtwong, Oxt pe Paon mPoKaBopPIGUEVOL VYOVE EMOOUATE TOV

KOWOVIK®V VINPECUDV, 1O10{TEPO OTIG TEPITTMGELS OIKOYEVELDV UE TOLOLAL.

2g GLUVEYEWD LE TO MO OV, Ol OLOKOGIEG YOPNYNONS EMOOUATMOV KOl OWKOVOUIKNG
Bondetag va e&rypovictovy, Aapfdavovtag voyn ) paydaio e£EMEN Kot Topeia TG vOGov,
Vo KOAOTTTOUV amd TN S1yveoT), OAEG TIG AVTIKEUEVIKEG OVAYKES TOL acBevr|, avesdptnta

LLE TN AELTOVPYIKY] KATAGTAGT 0TV omoia Bpioketal.

H mpocoyn Bo mpéner va eotiaotel mapdAAnioa oty avantuén mopepPdoewv mov va
apéxovy anevBeiog TPaKTiKy oTNPEN GTA ATOLLO KOl GTIG OKOYEVELEG TOVG (TrY KOTOTK®V

voonieia). H ppovtida va punv givar evBovn pdvo tng owkoyévelag.

Na onmuovpynBodv and 1o Kpdtog ot KatdAAnAieg vrodopés mote va kobiepmbel 10
endyyeipa tov epovtiot) oty Kompo. Na yivetor exmaidgvon Kot cuveyOuevog EAEYYOG
TOV KOVOTNTOV TOV ETOYYEALATIOV (POVIICTAOV KOl VO TOVG TOPEYETOL 1) OVOyKoio
ompiEn. Me tov 1poémo avtd Ba dacpariletor o vYNAO eminedo g epovtidas. E&icov
onuavtikd, Ba gival OKOVOUIKA GUHEEPOV Y10 TO KPATOS TO yeyovog OTL Bo pével otnv
Kbzmpo éva onpavtikod vyovg cuvdAraypo mov daTifeTor ofjpuepa yio TV £pyoddTng TV
OALOOATIOV  PPOVTICTAOV TOoPOAANA0 pe TNV avénon tov Béoccwv gpyociog mov Oa

TPOKOYOULV.

Na mopéyetar otov achevi) OLGLUGTIKY] EVNUEPWOON Kol YLYOAOYIKY] oTNpEn o€ OAa TO
oTAdL TNG VOoOV, MOGTE T dtopo vo givor oe Béomn va emAiéEovv TIC BepamenTikég
TapePPacels mov emBupovY vo £YovV Kot v AAPoVV amo@dcelg GYETIKG [LE TO TEAOG TNG
Cong tovc. E&loov onuovtikny glval 1 evnuépmon kol YuyoAoykn otnpiin TV oKldv
MOTE VO LITOPOVV VoL aVTETEEEADOVY OTIS EMATAOCELS TNG VOGOL KOl VO ATOOEYTOVV TNV

mopeio TNG.
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Noa vrdp&el eumiokn TV acBevdV Kol TOV OIKOYEVEL®V TOLG OTN OUOPP®ON TV
napeydpevav vampectov. Ot idot yvopifovv TG avaykes Tovg TEPIGGOTEPO amMd TOV

Kabéva.

No vmép&er eumlokr] ¢ kowotntag. No  yivetor O0p®OTION HE OTOYO TNV
gvaucntomoinon ¢ KowdtTTOG Vo avaAdfel evepyd poOAO GTNV KOW®VIKY oTpiEn Kot

gvoopudtmon tov atopov pe MND.

H epoppoyn 6Awv tov mo maveo 0o pmopodce vo. GLVTEAECEL GTNV OlATHPNOT NG
aflonpénelog kol o€ éva eminedo g ToloTNTaS (NG TOV 0COEVOV KOl TOV OIKOYEVELDV

TOVG,.

6.5. Katev0vvon yio neALovTIKEG EPEVVES

MeAlovtikég perétes Bo NTov oKOTUO Vo ETKEVIP®OODV 6TV agloAdynon e TotdTnToC
Cong Tov atdpmv pe MND oty Konpo. Eniong épevveg mov Ba giyav otdx0 T perén g
emPapuvong TV oKy Tov £xovv pOAO epovTioT. Mia dAAN pedétn Ba pmopovoe va

eMKEVIPMOEL TN YUYOKOIVOVIKES EMMTMGELS TNG VOGOU.
Eniloyog

H Kvznproxn Anpoxpartia oev avrpetonilet ta dropa pe MND ocav kpdtog mpovorag. Aev
Olc@aAlel To dKaimpo TOV OTOUOV OVTOV 6TO0 LYNAOTEPO eminedo @povtidas. ['a va
yivel avtd Oa mpémel péoa amd moMtikes va eEacparioet Tov e€lypovicud oTig dadkacieg

Kot TV OAOKANp®UEVN GpovTida.
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Hopdaptnpo 1:
"Eyxpion and v E6vikn Emitponr Bionbwmc Kompov

KYTPIAKH AHMOKPATIA
EONIKH ENITPOMH BIOHOIKHE KYTIPOY

\ép. ®onc.: EEBK EIT 2013.01.88
Ap. Tojk.: 22809038/039
Ap. Dak: 22353878

26 IovAiov 2013

Kvpia Eypfivn Zavvéttov
KoL

Kbpio Kvpuaxo AvAmvit
TIpodpbuov 26B

2406 Eykopn

Asgvkaocio

Oépa: «Ov nupeydpeveg vanpecies oc acOsveis pe

Négo rov Kiviyriket Nevpdva (MND) oty Kdnpo »

Avagépopm onig emotorés oag nuepounviag 16 kat 26 Tovkiov 2013 ya 1o mo méve Bpa, ko
emBopd vo cog TANPogopticn 0Tt amd TNV UEAETH TOV TEPIEXONEVOD TOV EYYPAQMY OV EYETE
kotaféoel (rpatéxoAlo, Bepatoloyin nowWTHKG EpEvvag, avVTiypapo EVIHIOD EVIPEPMOTIS Kal
CUYKaTABESTS TMV GUIETEXOVIOV), TOU aQopodv TV mo ndve Epevva, &xm aviingdsi ot

1. H épevva mov Ba Siekdyete ompileton ot cvddoy avdvopov mhnpogopidv oxd
pakéhovg acfevdv kot ot TOTIKEG CUVEVTEDEELS aolevdv Kal cvyyevdY Toug

2. Aev B vrdpEer and dikiig cog mAevpdg omowdnmote ETERPuECT OTOVG CURMETEXOVTEG
i T AMym onowodimote Prodoyicig ovaiog yio onoecdinote eketdoeic kot

3. Aev rtifetar Oéuo mopoyic omowcdfimote wWTPKTG QPovIdog WPOg  TOUG
CUUHETEXOVTES,

Embopoldpe va £QioTOODUE TV TPOCOYH OOg oV ovayKaoTTe  mpoctasiag Tev
npocomdy Sedopsvev Tav acdevdv mov mbovév va Tepiiyovia ota apyein autd.

- Zopgova pe Oha to mo whve, éxo TV droym OTL 1 ev Adye Epevvo ocag dev ypilet
onotaodfmote frondukng efordynong and myv E6viki Emtpomi Biomduic Konpou.

Zug evyopacte kibe emrvyia oty Siebayarn g épsuvag cog.
Me gktipnon

Ay dAng Bovidmg
[Ipoedpag
Efvuaig Emtpong Bionfuric Kinpov

Kévipo Yysiag Eykoung, Nikov Kpovidibm, 2411 Aevkooia,
HAexktpoviké Tayudpopeio: cnbe@bioethics.gov.cy lorooedida: www.bioethics.gov.cy
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Hopdaptnpa 2:

"Eykpion a6 tov mpoiotdpevo Tou kKAvikob Tuiuatog tov votitovtov Nevporoyiog kon IN'evetuang
Kompov

TIpog:
Ap. EAévn Zopmd Homavicordon

Tpoiotépevn Khvikod tpfpatog Ivetitovtov Nevporoyiog kot I'evetuciig Kbmpoo

Oépa: Eyxpion 1o dieayoyn épevvag o asbsveig pe Nooco rov Kwnrikod Nevpdva oto Ivetitovto
Nevporoyiag ko I'evetiknic Konpov

Avopopixd pe o Tio méve 0&pa Bo BEhape va cag avagépovpe 6Tl 6T0 TAaico TG ekTdVTIoNG TG SopifBig
TOV pPETomTUYI0K0Y pag 6o Avowtd Hovemompuo Kompov éxovpe emihééer O&pa tov omoiov tov mhnduoud
ueréng Bo omoterody ot acBeveis pe Noco tov Kovnrucod Nevpdve ko to detypo tinbuopod Ba anotehovv
6lot o1 acbeveig Tov Ivotitovrov Nevporoyiag won Teveticig Kompov pe v ev Adyo véco v mepiodo
Sre&oyoyig g Epevvag. H Swrpin Oa éxer 0ipa tig mapeyxdueveg vinpecisg o acheveis pe Néco tov

Kwnrucod Nevpdva oty Korpo.

Mo Sie€ayayh mg oystucyg épevvag omopoitnta eival apBpunTikd oTowyed Kot TANPOPopieg TOL apopoly
Tovg aobeveig kabdg kol Evog apdudg ovveviedtenv pe acbevels kot Tig owoyéveieg azdumv ps Noco Tov
Kwnrucod Nevpava. Enopévag o 0ékape va éxovpe tpdofact 6Tovg 1Tpkods @ukéhovg Tov acbeviv
avtdv, Pe 0TOYO TV GLAROYT Kat eneéepyacio TAnpoeopldy yio okomobs otatioTikhg aviivong. Ta ctoyeid

avté elvar amoapoitTo o Tov KaBopiopd TG EYKLPETNTAS Kot AEL0ToTING TOY TOTEAES HATMV TG HEAETNS.

Oa Béhape vo cag SfePardoovpe 6t dho To otoryeln Tov Bo cVAkeXTOOV KEODG Ko TaL ATOTEREG AT TGV
cvvevted&env Bo SwortnpnOovy avdvoue kot oe koo mepintoon dev Oo dnpociomomBodv TPocHRIKE

oToyEld Tov acbevav. o Anelel vopa 1 ovykatdbesn tov atdpny mov Bu AaBovv uEpog oty Epeuve.
Efpoote oty 8166e0m cog yio mepoitépo minpoedpnon kot devkpivicsis.

Bvekmotobpe oty Betik} aviamdkpion 6To et pHag.

Zug EVYOPIGTOVIE EK TV TPOTEPWV,

Me extipmon
Epnvn Zavvéttov
Kvpiikog Aviovitng

Epevvitég

Atveron Eyxpion v my Se&aymyn g £peuvog dumc. ,)

THE CYPRUS IS U & GENETICS
ELENI PAPANI U M.D.
CONSULTANT NEUROLOGIST
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Hapdaptnpa 3:

"Evtumo cuAdoyng dedopévav amd gakélovg aclevay

ZYAAOTH AEAOMENQN AMO QAKEAOYEZ AZOENQN

CING: _____
HAwkia
Quho Appev
OnAu
Xpovia amo sudyvwon
Mopdn taBnaong
Epyaolakn Katdotach Epyaiouevog
Avikovog yua epyaoio
Fuvtagovyog
Emapyia AgVKWGio
AEUETOHG
Adpvaka
Nadog
APHOXWOTOG
OKOYEVELOKI) KOTROTOON Eyyopog
Ayapog
AELTOUPYLKH KATAOTACH AutogfumnpETnon

AnWAsL XpAONGC Avw GKpwv (LEPLKA R OALKR)

Basdwon

MepLkr xpron tpoxokabicuartog

JuveXAg xprion Tpoxokabiouatog

Katdmoaon

PEG

AVOATIVEUCOTLK LKAVOTHTA

MEe pnyovikr umoaotiplen

Opthia

AntwAela Suvatdtntag ASKTKAG EMKowwviag (LeEpkr A oAwKn)

Opovrtida

Mepn dpovtiba

24wpn dppovtida

Katoikwv ppovtida

Opovriba ot bpupa

Xpron TEXVIKWY PECWY

Noapoyég

EniSopa Bapiag Kwintikig Avamnnpiag

Eniopa NapamAnyiag

Enibopa TetpanAnyiag

EmiSopa and ypadeio sunpepiag

Avarmnpikr guvtagn

Tx€610 owkovoUIkhG BorBelag yia ayopd tpoxokabiopatog

IX€610 MTAPOXAG TEXVIKWY UECWV, 0pYAVWY Kall BonOnudtwy

OEPAMEVTIKEG TAPEUPAOELS

NeupolAdyo

MNMveupovoAoyo

AatpodoAoyo

AoyonaBoAoyo

Kowwviko Astoupyo

QuoloBepanceia

Wouyxoloyikr otplEn (o acBevhg 1 / KoL n 0LKOYEVELA TOU)
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