SVPPETEYOVTEC aoBeveic -
Duchenne Parent Project

Elocaywyn

AvdntuvEn prag Oepancsioac/aywyng yia tn véco Duchenne amé tov
opyavioud Duchenne Parent Project o€ ovvepyacia PE TO
NavemiotAulo Leiden «kat TtTnv Prosensa (ovvepyding
BioteyxvoAoytlag) — GSK.
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‘EpEuva & KAwikn Avamtugn Awaxeipion KOkAou Zwrg HETA TNV
Avakdaiupn daon 1, 11 & 111 £€yKpLon & DappaKoETAypUTVNGN

Méte ovuuetéyxyovv ol acBeveic; — Xtpatnyilkoé mAaicio, $doei¢ I-
IT-IIT1

NMeprypaen TNC VNOOEGNG

Avdntvén plrac Oepameiag/aywyAc yia Tn MLIKA Oduvotpogia
Duchenne.

0 opyavioudc Duchenne Parent Project ovpupeteiye oe 61d¢popeg
MTUXEC TOL £pyou:

* Mlapeixe xpnuatoddétnon yia €pevva oto [MavemioTtAulo
(Leiden) ka1 otn BiroteyvoAoyia (Prosensa).

= Mlapeiyxe xpnuatoddtnon yia tn dokiuf @donc I B (TomikA
gyxvon) .

» Yuuueteixe otnv €gevpeon acOEVOV KAl OTA HNTPWA QCOEVHV
Yyla T1C HOK1HEC TopaKoAovONnoNG.

= YUUpeTEiXE oTnV KaBlepwpévn mepiBaAyn (mov amatteiTat


https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%ad%cf%87%ce%bf%ce%bd%cf%84%ce%b5%cf%82-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%ce%b5%ce%af%cf%82-duchenne-parent-project/?lang=el
https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%ad%cf%87%ce%bf%ce%bd%cf%84%ce%b5%cf%82-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%ce%b5%ce%af%cf%82-duchenne-parent-project/?lang=el

yla KA1V1KEC OOK1uECQ).
» YUPPETEIXE O0TNYV QVATITLVEN TWYV PETPACEWY QAMOTEAECUATWY.
= Mlapeixe mAnpogopieC o€ 01KOYEVELEC KOl a0BevelcC.
» YudNTNACELC PE T1G PUOBULIOTIKEG QAPYXEC.

TOMO1 OUVMHETEXOVTIWY acBeviv (A4
ovvnyopwv aocdevwv)

» AcBeveicg/yoveic pe mpoownikf euneipia véoov.

 Emelpoyvpovag ocOeVG/O0LVAYOPOG QCOBEVWIV UE KAAR
EUTMELPOYVWHOODYN OTNV aocBévela Kal KaAf eumeiplioa otnv
EpEVVA Kal avdmTuEn.

0@éAN amdé TN CUMMHETOXN TWV acOevwv

0 opyavioudc Duchenne Parent Project (DPP) nAtav HEPOG TNC
npwtoBovAiac amdé tnv mpwtn péEpa. Xwplc¢ tov DPP, Tt0o €pevvntikd
MPOYPOUUA KAl N TapakoAovOnon mibavov va pnv eiyav Eeklvroetl
MoTE.

TO TEAOG, Ta @QApuoKka TPEMeEl va amnodeilkvvetal O6tl e£ivat
KKATV1KA XPpAOLHO» Ylo TOuGC acBevelg, omdte TO va EeKlvdue amd
TovG acbevelic amoteAel €vav MOAV KaAd tpdmo yia TNV avdmtvEn
QapUdKwY (amd TO KpeBAT1L TOL OO0OEVOUC MEXPL TOV TMAYKO
epyaciacg).

01 aocbeveic¢ amoteAovv TNV KlvntAplta dVvaun yia TNV E€MLTAYXLVON
NG €peEvvag Kal TNG METABacnG amd TO EPYNCTAPLO OTOV ACOBEVN
(a6 Tov madyko TNG epyacioag MEXPL TO KPeERAT1 TOL COBEVOVC).

MPpoKAROELC KAl €UnMOdra

H ovvepyaoia pe tnv etarpeia BrotexyvoAoylag Atav «gVKOAN».
Qct600, OTAV TO TPWTO TMPOiIOV avaAREONKe amd TN <«UEYAAN
popuakeLT1KA €taipeia» GSK, n ovvepyoocia (O6nmw¢ ol ocvlnTACELC
OXET1KA HE TOV OXED1AOMO OOK1PWY, 01 UETPACELC QATMOTEAECUATWY,



n €E€0pPEON OUVMMUETEXOVTWY KOl GAAEC TMOALTIKEG) €Y1VE TOAD
6UVOKOAN, KABWGC Ol HEYAAEC QOUPUAKEVLTIKEC eTalpeieg €xovuvv
auoTnPoUC KavOVEC O€ oXéon ME TO OT1 Oev MPEMEL va VLMAPYEL
aAAnAenibpaon pe TOUG acBevelc mMpilv amd TNV KuKAogopia €voC
nmpoidévtoc otnv ayopd. 01 etalpeiec mpémer va oxediralovv
OOK1MEG Yla TO MAAPEC QACHA AOBEVWV Kol 01 MOVO ylo Ml HKPA
kKatnyopia, KoBWGC oto TéAOG, Otav TO mMPoidv KUKAOQOPHAOEL GTNV
ayopd, €ivat moAV miBavd va €xel AdBelr €ykpion MOvO yla TNV
161a puikpn katnyopia.

01 PUBULIOTIKEC OpPXEC €XOLV TOAD MEPLOPLOMEVEC YVWOELG OXETIKA
ME TNV aobévelra.

Adaypata

EK Twv votépwv, Ba &mpemne va €iyaue €ekivnoel vwpitepa HE TN
oLAAoyN dedopévwy @uoilkAg 1otopiacg. Katd tnv avalitnon M1oC
epaneiag, n ovAAoyn debopévwv @uolkng 1otoplag dev akovyetal
«0€EE1», OAAG pmopel va Bonbnoetl onUOVTIIKA OTNV EM1TAYULVON TNG
61radikaociac avadntvéng QUPUAKWY KOl va HELWCEL TO MEYEOBOC TNG
OMAdOC €1KOVIKWY @Qopudkwy. Otav ta dedbouéva @uolkAg rotoplag
OVAAEYOVTOl (KOl KOTEYOVTALl) omd OopyovWoELC AOBEVWV, HMOPOLV
va xpnoigomoinBovv amnd 6idgopec etarpeieg.

BeBalwBeite OT1 £XETE UETPACELC QTMOTEAEOHATWY Y1 OAEC TG
ouadec. zZekivAioaue Kal yxpnuatodotovue mpPwTtoBovAiec yia TNV
QVATITLUEN ALTWY TWYV HETPACEWYV OTIOTEAECUATWY.

EvNUEPWOTE T1C PUOBUIOTIKEC APXEC OXETLKA HME TNV acBEéveld oag
KOl T1C TPOTIUAGELC TWV QAOBEVWV.
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