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AYTH H IXTOXEAIAA AEN ITAPEXEI IATPIKEX XYMBOYAEX: To mepieyouevo avtov Tov
EYYPAPOU TTPoopIleTAL UOVO YIX EVNUEPWTLKOVS OKOTIOUS. AV TP0o0op({ETaL V& VTTOKATAOTYOEL
TIC LATPLKES CUUPOVAES ey YEAUQTLWY, TN Stayvwon 1) TN Ospamela kaL Sev TPETEL vV

XPNOUUOTIOLE(TAL WG LATPLKO TIPOTUTIO PPOVTIOAC.

YHMEIQXH IIPOX TOYX MAPOXOYZX YTEIAX: To ovvdpouo Snyder-Robinson

(SRS) eivau pia eéaipetika omavia Statapayr. Avth Tn oTLyun OV CUVTAOOETAL TO
OUYKEKPLUEVO OUYYPAUUQ, YVWPI{OVUE ALYOTEPES ATIO EKATO TTEPLTTWOELS TAYKOOULWS. Kata
OUVETIELQ, ) UTTApYovoa LaTPLKY] BIPALOYpa@ia TapEYEL ULa TTEPLOPLOUEVT) TIEPLYPAPT] TNG
Statapayris. EAmidovue oti ot mAnpo@opies o autnv ) geAida Oa emitpéPouvy oToUg
TAPOYOUS VA EETATOVY UEPLKES XPNOLUES EPYATIES Kal A&LOAOYNOELS TTOVU SLAPOPETIKA OV B
NTav euPavelc, Pacel ULag eMOKOTNONGS TWV apyelwv aoOsvav ue SRS otn MeAétn Puoikov
lotopikov. Ol EKTIUNOELS VLA QUTEG TIG TIPOTEIVOUEVES EPYATIES SEV elval eEXVTANTIKES Kal TA
OXOAQ TWV TAPOYWV VAL EVTTPOTOEKTA.

Eav o acOevijc ue SRS eivai eyyeypauuévos otn MeAétn ®uoikov lotopikoy, cu{nTHoTe va
UTTOPAAETE TPEYOVTA LATPIKG Sedouéva atn MeAétny Quotkov lotopikov Auto Oa BonOroet
OTNV EMEKTACT) TWV TANPOPOPLWDYV YIA AAAOUS YIATPOUS, EPEVVITES KAL AAAOUS Ao BeVE(S e
SRS - akoun kat n ovvexnc @povtida umopel va fonOnoet va avadetyOel uia taon.

Edv o acOevijc ue SRS AEN eivar eyyeypauuévos otn MeAétn ®uotkov lotopikod,
mapaxkalovue va Tov evlappuvete va fonbBnoovy dAAoug KolvoTolwvTag Ta

Latpika tovg Sedouéva. To aithud Tovg yia ovpuueToxn umopel va vtoffAn el matwviag 6w.

2a¢ EUYapLOTOUUE YIA TN QPOVTIOa TwV UEAWV TNG 0lKOYEVELAS SRS Kal TwV OUVELCPOPWY oag

oTnV KowvotnTa Twv SRS!

[Tapoxot Yyetovouknig [epiBaAymg:

0 0K0TIOG aQUTOV TOV gYYPA@OoL gival va BonBNoeL TOUS YLATPoUS Kot AAAOUG TTapOX0UG UYELOVOULKTG
TeplBoAPN g oV Kabnuepvny Staxelplon Twv cUVOETWVY LATPIKWV {NTNUATWY IOV TIPOKVTITOUV O
aoBeveig Tov TAoyovv ato cuvSpopo Snyder-Robinson (SRS). Zntdype emiong amod v LATPLKY
Koot v BonB1oeL 6T LAY TEpLoGOTEPWY Sedopévwy. Autd Ta Sedopéva Ba cupdAovv otnv
ETMEKTAOT) TOV PALVOTUTIOU SRS, 0 0T0l0G £xel oNpUavTIKY HETABANTOTN T

To cVv8popo Snyder-Robinson éxet ava@epBel otn BALoypa@ia kot Exel onpeELwOEl ATtd KALVIKOVG
EUTIELPOYVWUOVESG OTL TTAPOVCLALEL SLAPOPU KALVIKAE EVPTLATA, TA OTIOLX LTTOPOVV Vo ava@epBovV 6To
evnuepwpévo GeneReviews®: Schwartz CE, Peron A, Kutler MJ. Snyder-Robinson Syndrome. 27 Iouvviou
2013[Evnuepwbnke otig 13 deBpovapiov 2020] Xe: Adam MP, Ardinger HH, Pagon RA, et al., editors.
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GeneReviews® [Internet]. Seattle (WA): lavemiotiuio s Oudovyktov, Seattle; 1993-2020. Atabéoipo
ato: www.ncbi.nlm.nih.gov/books/NBK144284

[Mapakdtw, Oa Bpeite pio AloTa e EVPNLATA TAPATIPTONG TIOV EXOLV ava@ePOel aToV TANOLOUO

SRS. AuTEG oL TTPATN PN OELS EXOVV OXESLATTEL YLot AOYOUG €EETAONG KL TIAPATIOEVTAL LE LA TIPOCEYYLON
«OUOTNHATWVY». MEPIKA ATIO AUTA TA EVPNUATA £XOUV ACAPT KALVIKY oNpacio aAAQ €xouv avapepOel
atd olkoyéveleg 1/xat Exouv avagepOel amd KAVIKOUGS ylatpoUs. [ToAAG atmd auTd Ta evprpaTa
ou{ntovvtal 6to Tpoava@epBEv apBpo GeneReviews®. [pOoOETEG EKTIUNGELG ava@EPOVTAL E5® YA VX
BonBrcovv Toug KAWVIKOUG Yl TNV afloAdynon Kot tn Oepameia acbevovg pe SRS, Sivovtag Tpoooyr| o€
TIEPALTEPW AETITOUEPELEG TIOV UTIOPEL VA TIAPATNPOVVTAL ALYOTEPO GUYVA. € OTIAVLEG SlaTtapay£s, elvat
OUXVQ XP1IOLLO YLA TLG OLKOYEVELEG KL TOUG TTAPOYOUG UYELOVOMLKNG TIEPLOAYN G Va Yvwpllouv TL €xeL
ava@epbel akdun Kal avEKSOTA YLo v TIHPEXOLVY KATIOLX KaBod1ynom Yl T @ povtida Kot evEeXoUEVWE
kamola Stafepaiwon.

l'evikn Emiokommon Tvothudtwv:

Zuviotwpevn - lMapakodovBnon Bapoug, prkoug, VPoug Kat TEPLPEPELAS KEQAANS. OL TTIEpLEGHTEPOL
acBeveig pe SRS €xovv cwpatiko 0106 0to cwpa (AdUVATO, AETTTO CWHA) KAl TTOAAOL EXOUV LOTOPLKO
amotuyiag onv avamtuén mov anattel mapépuBaon. Mepukol acBeveic £xouv pakpoke@aiia. [Tpog To
TapOV Sev VTIAPYEL SLdypappa avATTUENG E0IKA Yia aoBevn) pe SRS. H avamtuiiakr afloAdynomn mpemet
Vo TTEPLAAUPBAVEL OpOOT L KLV TP, TIPOCAPHOCTIKA, YVWOTIKA KAl OUALAS / YAWGOAS. ZUVIGTATAL
agloAoynon yla éykatpn mapeppaocn / el81kn ekmaidevon.

"Y1vog - Ymjp€av ava@opEg un @uaotoAoyikol UTIVou o€ aoBevels pe SRS. AUTEG oL ava@opEg £xouv
SlapopeTikd yapaktipa kat Sev eival cuykekpipéves. H onuacia ev eival yvwotn) auth ™ otiyun, Kot
AVOPEPETAL E6W YL EVIILEPWTIKOVG OKOTIOVG. ZUVIOTATAL VX TEKUNPLWOCETE TUXOV AVWUAALEG KATA TOV
UTIVO OTO LATPLKO LOTOPLKO YIX TACELS Y Vo BonO1)0€TE 0TOV TTPOTSLOPLOHO TG PUONG AUTOV TOU
CUUTITWUATOG.

[T16vog - Ot yoveig acBevwv pe SRS €xouv ava@épel avnovyies yia To Taldi Toug ov €xet «tdvor». Mexpl
ONUEPQ, 1] ALTLOAOYIA ElvAL AOAENG. ZUXVAE AUTA TA ETTELGOSLA TIOVOU £lvat SLHAEITIWVTA OAAG XPKETA
ONUAVTIKA WOTE VA SIKALOAOYOUV LATPLKEG afloAoynoels. AUTA Ta cupBavta éxovv emeepyaoTtel amod
TOV TIApox0 TPpWTORAOpLag TepiBaAyms xwpis va TpocSloplotel cuyKekpLUEv attio. Oa 1 Tav XproLuo
yla quToUG Toug aoBeveils va avalntioouy latpikr Bonbela 6tav ep@aviotovy emelcddia Tovou. Ot
(DPOVTLOTEG TIPETEL VA TEKUTPLOVOUV/SNUOCLEVOVV T1| PUGCT TWV KATAYYEALWY, TNV TOLOTNTA TOV TTOVOU,
TO XPOVO/TN SLAPKELX TOVU TTIOVOU KAl TL avaKoL@IleL 1] eISEVWVEL TOV TTOVO. O LATPOG TIPETIEL VAL
XPNOLOTIO|OEL LA CUCTNHATIKY TTPOCGEYYLOT) VLA TNV aELOAGYN o).

E@i8pwon - H vmomévnon 1 n vmtepldpwaoia, 0Tav VTTAPXEL @AIVETAL VA EVAL LK TTAPETIOUEV
KatayyeAla Tov mapakoAovBeital el TOL TAPOVTOS YL TN onpacia tnG. Avagépetal edw emeldn n
VTEPLSpWaia, OTAV VTIAPXEL UTTOPEL VA TIOLKIAEL Ot peAéteg Stadoyng Ba TTpémel va eEeTATTOVV YL VX
QATIOKAELGOUV GAAEG LATPIKEG KATAOTAOELS OTIWG VTIOYAVKALULQ, BUPEOELST) VOGO Kol GAAEG OPLOVIKES
aviooppoTies. Ot cLOTACELS eivat 1 KAWIKY agloAdynon, Tekunplwon kaln Tapatipnon dtav eivat
TapovTA.

Nevpoloyia

ETinmtikég kploelg - Ot eTMANTITIKES KPLOELS SLA@EPOLV WG TIPOG TOV TUTIO KL TNV EVTAOT] Kol
ep@avilovtal cuxva amd v mpwun madiky nAwkia. Ta HAektpoeykepatoypapnuata (HET) mpémel va
aKkoAoLBoVVTUL KATAAANAQ GCUUEWVA JE TIG CUOTACELS TOV VEUPOAGYOL. H coBapdtnta, | cuxvotnta
Kol emtuyio g Bepamelag okiAAovv. H tatpuk) Staxelplon Twv EMIANTITIKWOV KPloEwV TV
eTLTUXNG. L0TO00, 0 PEPIKOVG AOOEVELS OL ETANTITIKEG KPIOELS elval aVOEKTIKEG KAl ATALTOVV TTOAAATIAG
avtlomacpwSikd oxfpata. Ta akolovba @dppaka Exouvv xpnopomo el pe emtuyio: kAo Balaun,
AeBetipaketdaun, BaAmpoikd ol kot pov@vapidn. EmmAov, vtapxovv pepikol acBeveis otous omoiovg
éxeLxpnouomowmOel kapBapalemivn Kot @oavoBapBLtdAn. H emAnPia mpémel va avTipeTwieton amd
VEVPOAGYO e gRTIELPia 0T SLAXELPLOTN TWV ETUANTITIKWV KPLOEWV KaAL 1) LATPLKT Stayeiplon TTpETEL va
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https://www.ncbi.nlm.nih.gov/books/NBK144284/
https://www.ncbi.nlm.nih.gov/books/NBK144284/

'  The Snyder-Robinson Foundation

TPooapPUOlETAL OTIS ELSIKEG AVAYKES TOL oBeVOUGC. I TapASELlyua, OpLOUEVA AVTLETUANTITIKA (AP UOKOL
elval yvwoTd OTL HELWVOLV TNV 0CTIKN TTUKVOTNTA. AUTOL OL TIAPAYOVTES TIPETIEL VO ATIOQEVYOVTAL EQV
elvat Suvatov Adyw TBavi g emdelvwong TG UTTOKEILEVNG 0GTEOTIOPWONG KAl TNG a’ENOTG TOV
KLSUVoU auB0opunNTwV KATayUATwV. [IOAAG QVTIETANTITIKA @APHOKA EXOVV TIKPEVEPYELEG KAl
OUVLOTATOL OL OLKOYEVELEG VO CUVEPYATOVTAL [LE TOV BEPATIOVTA LATPO TOUG YLK VA ELGOPPOTIICOVV TOUG
KLdvvoug g emAnyiag, ¢ Bepameiag kat tov SRS. Eivat onpoavtikd va An@Boiv Baoikég
EPYAOTNPLAKEG LEAETEG TIPLV ATTO TNV EVAPEN OTIOLOVSTTIOTE AVTLETIANTITIKOU GXTUATOS Y VX
akoAovOnOel NTIaTIKY KAl vE@PLKN AetTovpyia, kabws oplopévol acBeveis pe SRS Statpéxouv kivduvo
YlO OXETIKES ETILTTAOKEG.

Ymotovia - Ot acBeveig pe SRS €xel TexpunpLwOel 6TL £xoVV SeuTEPEVOLVOA VTIOTOVIA TTPOG KAKT] LUK
avamtuin. H anwAsia puikng palag cupuBalvel akoun Kot o€ GvTpeg Tov lval TePLTATNTIKOL, YEYOVOS
TIOV UTIOSTAWVEL OTL 1] ATIWAELX ElVAL TIOAVWG TO ATTOTEAECUA EVOG UVTIOKEILEVOU EAATTWUATOS, EVAVTL
ATAWG TNG EAAEWYMG XPTONG. ZUVICTATAL 1) EYKALPT TIAPEURAON HE EPYATTNPLAKT KAL QUOLKT BepaTeia
ylo T SLatipnon g KWnTikOTnTas.

Eyké@oadog - OLaoBeveis e SRS BpéOnke va £X0UV TIOKIAEG EYKEPAALKES aVW LAALEG. Oa TIpETIEL VAL
akoAovBoUvTaL HEAETEG LAYV TIKIG TOLOYPAPLAG VI ATUTIO XAPAKTNPLOTIKE OTIwS A0 BECTOTION|OELS,
aAAQYEG AEUKN G VANG, AETTTO oW pa KAt EAGXLOTNH KOWALaKn Stdykwon.

[Ip6odog — Agv gival ca@Eg edv vELOTATAL KATIOLXG LOPPT|G TTPOOSEVTLIKI] VEUPOAOYLIKT eEacBEVIon.
Ymdpyouv Alyeg ava@opes aoBevwV Tou £X0UV ATTWAECEL SEELOTNTES TIG OTIOLES ElYAV ATIOKTIOEL
TIPOTYOUHEVWG. ZUVIoTATAL Ol aoBeVElS e oVvEpopo Snyder-Robinson va mapakoAovBolvtal 6Tevd yio
Vo TIpocSLoploTel TEPALTEPW 0 6TADEPOG 1] TIPOOSEVTIKOG XUAPAKTNPAS TNG VEVPOAOYLKIG EEETAOTG TOVG.

O0@Baiporoyia

H SuoAettovpyla Tov eyke@alov pemel va aloAoynBel yio va amokAELoTEL 1] @AOLWONG OpaoT o€
acBeveig pe SRS mov pmopel va €xovv omTika TpofArjpata o Sev amodidovtal el8IK& 0T QUOLoAoyla
TWV 0QOOAUKWV SoUwV, SLABAaoN 1] UN QUGLOAOYLKT] KIVIOT) TWV HATLWOV.

Awatapoyr PAowwdovg Opaong (CVI) - Avtr) ) otiyun, pepkol aobeveis exel SlamotwOel 6TL £xouv CVI.
Agv glval ca@ég Qv TTPOKELTAL VLA OTATIOTIKA ONUAVTIKO XApaKTNPLoTIKO SRS, 0AA& avapépetal e85
Ylat 0KOTIoUG U TNOTG, TIPOKELHEVOU va evBappuvBoUV oL TdpoxoL v avaln TOOVV TIEPALTEPW
o@BaAporoyikn agloAdynon dtav vToSeltkvUETAL LATPLKA. Ot EEETAOELG TTAUSLATPIKNG VEUPOAOYLaG KABWG
KOL OL TSI TPLIKEG 0POAALOAOYIKEG €EETAOELG TPETEL VA €5 TALOVTAL YLA TNV AELOAGYT O] TUXOV
eTKTNTNG O TIKN G e§aroBEvnong.

Mepikd kowvd cupmTwpata Tapovsiaong touv CVI meptdapfBdvouv: advvapia Tapakoiovdnong,
eotlaon g 1 CLYKEVTPWONG, IOV UTopel va elvat Sltadeimovoa atn @Uom, @wTo@ofia, acuveteig
OTITIKEG ATIOKPIOELG LE ATTOPUYN KOWWVIKO BAEppHa 1) BAEppa TIov @aivetat va eivat apfAv. Avtol ot
acBeveig umopel va €xouv 1 va pnv €xouv Kakr| omtiky o&Utnta. Ot cUNTIEPLPOPES TIOKIAAOLY KalL
UTIAPYOLV AOVVETIELEG OTLG OTITIKEG ATIOKPLOELS o€ Tapdpola epediopata. ZuviiBwe £xovv KOTIWoN aTd
OTITIKEG EPYNOLESG KoL UTTOPEL va 40UV SuokoAia va BAETOVY avTikeipeva o€ Yeudto @ovto. MuwTia -
datveta 6TL N puwTia pmopet va etvat o@BaAporoyiko evpnua o acBevelg pe SRS. Zuviotatal ot
acBeveig pe SRS va e€etdlovtat KaBe xpovo yla autd To AdYO.

INUELWTEOV, GAAQ EUPNHATA / TTAPATIOVA TIOU €XOVUV KATAYPAPEL TEPLAXpBAvouy: Yepdto drusen,
avoLyTo otk veVpo, BAGBN Tou ap@BANCTPOELSOUG 0€ GXT LA TOPTILANG, XPWHLATIOUEVO
AUPBANOTPOELST, TIOVO OTA PATIX KoL PwTo@ofia. QoTd00, | onpacia yix Toug acbeveis e SRS Sev
elvat ca@ng auty ™ otiypuy.

QPA

Mn @uoclodoyikn pop@oAoyia LVTIEPWAS - ExeL ava@epBel axlopn/otevyy / YnAd ToEwTtdg ovpavioKog
N/xot StmAn ota@uAr. H kAwikn afloddynon, cupmeplapfavouévng e eKTiUnong g oltiong, TpEmeL
va ylvetal 6tav evéeikvutal
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Akon

BAG&BN g axong - Mepikot acBeveig pe ovvdpopo Snyder-Robinson mapovoialovv veupoatoOntipla
/Kot aywyun akouoTikn BAGRN Tétolag cofapotntag, Tov anatteitatl 1 xprnon fondnudtwyv akong.
Mepkot aoBevelg pe cUvSpopo Snyder-Robinson mapovclalouy amwAELL AKOT|G, IOV £XEL ava@epOel wg
TPoodeuTIKN. AuTol ol aoBeveis TpEmeL va TTapakoAovBovvtal Oa TPEMEL VX EKTEAELTAL ETOLOG EAEYXOG
agloAoynonge. lapd v Tapovoia pag yevikd Kavovikng agloAdynong, 6a tav xprnotpo o akooAdyog
OUYKPLVEL TI§ KULATOHOPPES LE TNV TIPOTYOUUEVT EEETACT) YLA VX SLATILOTWOEL EAV UTIAPYOVV
avemalonteg aAdayég. Oa tav, emiong, TOAVTIHO VA TTAPaKOAOLOElTAL AUTO [LE TNV TTAPOSO TOV XPOVOU
yla va Slamotwel v 1 amwAgLa aKon G elvat TPOooSEVTIKN oTov acbevi) pe cuvSpopo Snyder-
Robinson.

0O8ovTtiko

Mn @uolodoyikn odovtikn pop@oAoyia - ‘Exouvv tekpunplwbel S1d@opeg mapousldoels 060VTIKWY
mpoBANuaTwyY o€ acBeveig pe SRS. Auta meplapufavouy vTEPTAPWON SOVTLWV, TEPNSOVA, LAVPLOUEV
S6vTL, VTTOTIAAC X GUAATOU KAL U1 PUGLOAOYLKA 1} SOVTIX 0€ WOELSEG OXN AL ZUVIOTWVTAL 080VTIATPLKES
efetaoelg amd maSlatpikd oSovTiatpo KABE 6 PNVEG KATA TNV EULPAVLOT) TOV TTPWTOV SovTiov 1) 12
UNVOV.

Ilvevpovoloyia

Reactive Airways Disease - Ot aoBeveig e SRS pmopet va €xovv LoTopikd aoBuatog 1 emelcodiov
acOpatog, aAAG pmopel eTiong va TPOVCLAGOUY AVATIVEVGTIKY SUOXEPELX Ao @OVG aLTloAoYiaG, N
omola amattel BpoyxoSaoTAATIKS Kot / 1] CUUTIAN PWUATIKO 0EVYOVO. Mia eVELA@EPOVT KALVIKTY)
Tapovoiact o€ oplopévous aobeveis e SRS eivat 4Tt pmopel va £xouv TANOWPA AVATIVEVOTIKWY /
BAevvoydvwV eKKpLOEWYV, OL OTIOLEG Eival APKETAE TTUKVEG ATt TNV PUOT) TOUG. AUTO TO VPN A SV £XEL
OTATLOTIKY ONUACLa QUTY TN OTLIYUT, 0AAG TIPETIEL VA TTAPAKOAOLOELTAL 6TEVA AOYWw TOL Spapatikoy
Ewdovg otnv mapovacioon. Mepikol acBeveis £x0UV ONUAVTIKO AVATIVELOTIKO CUUBLBACHO 1] / KAt
amvola, ol oTolol amattovy TpocOetn vootnplén e to CPAP / BiPAP. Mepikol acBeveig xpetdlovtal
TpaxelooTopia. Ol BepamevTIKEG aywyES TOIKIAAOVY Kal TEPIAAUBAVOUV CTOUATIKA OTEPOELST,
vepelomoméves Bepateies e BPoyX0SLACTAATIKE, UTIEPTOVIKO AAXTOVEPO, AKETUAOKVGTELVT Kol / 1)
ELOTIVEOLLEVA KOPTIKOGTEPOELST). Mepikol aoBeveic Aapdvouy emiong kdbapon TG Tpaxelag HETW
avappd@nong, euolofepameiag 6to oO0G Kol / 1] CUPTIANPWLATIKOV 0EUYOVOU 6TV EVSEIKVLTAL
KAwika. KaBe aobevnic e SRS Tov €xel TOAAATIAG ETIELCOSIA AVTISPACTIKIG TPOXELXS TIOV ATTALTOVY
Bepameia pe BpoyxoSlacTaATika 1] amd Tov oTdpaTog oTePoeldn Oa mpémel va a&loAoyeital amd
TIVEULOVOAGYO. ETmAZ0v, ol aoBevelg e UTTOTPOTILA{OVCEG AVATIVEVGTIKEG AOLUWEELS Bt TIPETEL VI
agloAoyoLvTal Ao TIVEVHOVOAGYO KaBwG Kot atd avoooAdyo. (Asite Ta ool avocoAoyiag
TAPAKATW).

Kapdodoyia

Mn @uactodoykn kapSiakr popgoloyia - Mepikoi aobeveis pe SRS €xel StamiotwOel dTL Exouv Stapopeg
OUYYEVELS SLapOpWTIKES KAPSLAKEG VW HAALEG. AV lvat CAQES WG TTPOG TN OTATIOTIKI oNpacia o€
oUYKPLOT UE TOV YEVIKO TANOUG UG, AAAd TO NYOoKapSloypd@nua TpEmeL va AapBavetat uTtoym oe
acBeveig pe SRS dtav vodelkvOETAL LATPLKA.

Tactpevteporoyia

Amotuyia eunueplag - lToAdot acBeveig pe SRS £xouv T Stdyvworn TG amotuxiag va EUSOKIUTGOUVY YL
SLdopoug Adyoug. Kabe aoBeviig ou Sev mANpol TG KATAAANAEG TAPAUETPOUG AVATITUENG TIPETIEL VAL
agloAoyeitat kot va tapakoAovBeitat. ETl Tov Tapdvtog, Sev uTtdpxeL Eva SLAYPOpIa aVATITUENG TTOV
avamtuxOnke eldikd Yo acBeveig pe SRS. Auto mpemet va An@Bel vtddm katd v Taon avanTuing o
TUTIKA Sy PAUUATO QVATITUENG.
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O¢pata oitiong - MoAAol aoBeveis pe ovvSpopo Snyder-Robinson mapovoiafovv Bépata OEpata oitiong
IOV ATALTOVV TIAPEULACT), CUUTEPIAAUBAVOUEVTG TNG TOTIODETNONG CWANVA YAOTPOGTOUIAG
(GT)/yaotpovnotidikov cwAnva (GJ) § cwAfvwv oAk ¢ Tapevteptkis Statpo@ng (TPN).
Avoxollldtnta - H xpovia SuckolAldtnta eivat éva eDpnpa 6Toug Teplocotepous aoBeveig pe SRS. Autd
Sev alvetal va oxetileTal e TNV aknola. ol acBeveis oL lval TOGO TEPLTIATNTIKOL 000 Kal [
TEPLTATNTIKOL UTTOPEPOLV pE Xpdvia SuokolAdTNTA. OL TEPLEGATEPOL ATIO AV TOVG TOUG oBeVElS
QVTIHETWTICOVTAL e TTOAVALOVAEVOYAUKOAT.

Ta evpHATA AYVWOTNG ACAPOVS OTATIOTIKNG onpaciag meplAapfavouy: AldppoLa, YAoTPEVTEPLKN
(PAEYLLOVY], YAOTPOOLOOPAYLKY TIAALVSPOUN O, EUETOG KOl AUENUEVES NTIATIKESG TPAVOAULVATES.

*  Awdppola - Oplopévot acBeveig pe SRS €xovv Stadeimovoa Sitdppola, 1 ool umopet va
mepLExeL atpa 1 BAevvoyovo.

+  Taotpevtepikn @Asypovn 6mwg Crohn's, koAltida kat yaotpitida - [Towkideg Tapovolaoelg
YAOTPEVTEPLKIG PAEYIOVIIG TTAPATIPOVVTAL O€ Oplopéva atopa pe SRS. (H otatiotikng
onpacia eivat ayvwom aut T oTiyun).

*  Taotpoolco@ayikn maAwdpounon / ‘Epetog - H GERD elvat po GAAN YaoTpevtepikn
TAPOVGiaoN AoaEOVE OTATIOTIKNG ONUACIOG aUTH TN OTLYUN]. AToTEITAL KAWVIKY
a&loddynon kat BepaTeia.

«  AvEnpéveg nmatikég Tpavoapvacss (Staieimovoa @uon) - Auto to evpnpa €xeL onpelwOel
o€ pepkovs acBeveig pe SRS, pepikot amo toug omotovg eivat cofapol. Avagépetat 5w
A0Yw NG SLHAELTTOVG G UGG TOV KaL TNG AVAYKNG VA TAPAKOAOVO0VV OTEVA TIG NTIATIKEG
UEAETEG HE TNV TIAPOSO TOV XpAVou.

[Tapd TNV aoa@1] CTATIOTIKY ONUACL0 TWV TIOKIAWY YOO TPEVTEP LKWV TTAPOVCLACEWY O AOOEVE(S e
SRS, ovviotatat Baotkn emionun a§loAdynon oo YUoTPEVTEPIKO LATPO. ZUVICTATAL ETIONG VA EEETAOETE
TO EVEEXOUEVO VA TIAPAKOAOVOELTE HEAETEG TNG NTIATIKYG AELTOVPYIAG OE TAKTA XPOVIKAE SLOAGTHUATA Kot
KOTA TN SLEApKELA AoOEVELWDV OTIWG VTTOSEIKVVETAL LATPLKA.

Ovpoloyia

OVUpa pe Aevkn okovn 1 inua - YmmpEav oplopéves ava@opés aobevwv e SRS TTov £xouv AyvwoTh AEUKN
okovn 1) {nua ota ovPA TOUG, 1 oTrolA £XEL ONUELWOEL WG EPPOVT] VTTOAEIUUATO/ GTPWOELG TNV
oupoddx0 KUGTN 0€ AVaPOPES LTEEPTXWV. (AglTe Ta THPAKATW GYOALA vE@POAoYiag). AuTH T oTLyun, 1
attoAoyia autng TG okovNS elvat aca@ns. Ta Setypata £xouv ava@epBel wg wo@opkod acBEoTio
(amatimg) emiong yvwoté wg avOpaKiko amatitn. Adyw TG SpAHATIKNG TApoVsiacn§ auToU TOU

L UaTOG 08 PEPIKOVUG AoBEVELS, ava@EPETAL E5W YLA EVILEPWTLKOUG okoTov¢. H TakTiky avdAvon
LKPOOKOTILKWV 0VPWV GUVIOTATAL KATA TN SLAPKELX ETILOKEPEWVY 0€ TIYASLA KAl TPETEL Vo AapBAaveTal
VTIOYT KATA TG EMIOKEYELG 0€ aoBeVelg. ZUVICTATAL TP ATIOUTIT] OVPOAOYLAG yla TNV eTEEEpYATiar QAUTOV
TOU l{HATOG OTAV EVEEIKVUTAL LATPLKA.

Ne@poloyia

‘Exet avapepBel vepoAiBiaon oe oplopévoug aobeveis pe SRS. Oa mpémel va e§eTAleTaL KL v
emavaAapBavetal TEPLOSIKE EVag VEQPLKAG VTIEPNXOG SLAAOYNG YL TNV TEKUNPLWOT TG TIHpovaiag 1
amovoiag TETPAG oTA VEQEPA Kot / 1] SOUKWV avwpaAlwy. H upatioon éxel tekunplwbdel oe
TovAdylotov 3 acBeveis. Emmpdobeta, OTIwG ava@eépOnke mapamavw, £(ouv ava@epbel vTOAeippaTa
oTNV 0UP0SOX0 KVOTH, KABWE KAl WUATA 0OVPWV TIOV ATTOTEAOVVTAL ATIO PWOPOPLKO
aoBéotio/avOpakikd amatitn.

Emtimedo kpeatvivig KaBws oxeTIleTAL LE VEPPLKT] VOGO - ZUVICTATAL 1) TALPAKOAOVOT 0N TG KPEATLVIVIG
otov 0pb o€ acBevelg pe SRS, kKabw¢g cuvBwG £xouv xaunAn pikn pala. Asv eivat acuviO1loTo yLa Toug
acBeveig pe SRS va £xouv xapnAr KpeaTvivi KAt TV £vapin A6yw aQuTiG TG LELWUEVN G HUTKNS Halag.
'EVa QTOTEAEO A KPEATLVIVIG TIOU QVAPEPETAL WG KAVOVIKO ATIO TUTILKEG EQYATTIPLAKES TIAPAUETPOUS
umopel va etvat Peudws KaBNoLXAGTIKO OTAV GTNV TPAYUATIKOTNTA AU TO To emimeSo pmopel oty
TPAYUATIKOTNTA Vo avENOel o€ ox€om pe T YounAn puikn pala. Autd Ba pmopovoe va elval pio
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onNuavTikr £vOel&n ve@pikns vooov. Otav akodlovbeite Ta emimeda kpeaTvivng, cuykpiveTe kat aAAGETE
TAOELS ATTO TNV APXLKT] TIUT TOU acOeVoUG.

Aypatoroyla

Avaipio - Avaupia éxel mapatnpnbet o oplopévoug acBeveig pe SRS, ouvnbéotepa oxetilovtal pe
éAAewm owdnpov. EEetdote To ev8exduevo EAEYXOL EPYAOTNPLWV YLa avaLpia.

Opoppomevia - ‘Exouv Siamiotwbdel emelcd8ia veoyvikng Opopfomeviag. [Ipog to mapdv Sev vmapxet
oLGTACT YA TOV £AEYX0 TWV ALHOTETAALWY KATE TN YEVVNOT w6 epyaatnplo e&€taong. Eqv évag
acBevng yevvietal pe Stdyvwon SRS 1) omola mpoodioplotnke ipoyevvnTikd (AGyw TponyoUuevng
YVWONG TOU 0LKOYEVELAKOV LoToPLKoV SRS), Ba ) Tav TOAVTIUN 1) €E£TAON TWV TACEWVY TWV ALUOTETAALWY
KaTd ™ yévvnon. Mepukol aoBeveis pe SRS elyav Stadeimovoa Bpoppomevia aca@ovg onpaciag.
E€etdote TNV TAON TV GLVNOLOPEVWY HETPTOEWVY AILATOS OTIWG VTIOSELKVUETAL LATPLKA.

Ev8oxpwvoloyia

Ooteomopwon - Zxedov 6Aot oL acBeveig e SRS €xouv mpwiun £vapén 00TEOTOPWONG KAl KATAYHATX
OTNV ATOVCLA TPAVHATOG. ZUVICTATAL 0 KAVIKOG LATPOS VA AAUBAVEL LEAETEG OO TIKIG TIUKVOTNTAS
00toV/DEXAcapwoels vwpig Kot va TapakoAovBel evdeitelg ooteomeviag 1) 06TEOTOPWONG. ApKETA
Aatopa AapBEvouy CUUTIAN PWUATA AGRECTIOV 1} /KAL AVTIHETWTI{OVTAL e SLPpwoOoVIKA. Eav évag
ac0evig AapBAaveL SLYwWOEOVIKA, GUVIGTATHL VX AKOAOUOT)CETE GELPLAKES LEAETEG OO TLKTG TTUKVOTTOG
ootoV/ capwoelg DEXA yia va a&lodoyfioete v amoteAsopatikdotnta. H cuvolkn
amoteAeopatikOTNTA e€eAlooETAL.

YmoyAvkatpio - Mepikol acBeveig £xouv veoyvikn VTToyAVKaLpia kal €xel onpelwOel dTL N VITOyAUKLpLio
elvat pa Stadelmovoa evpeon aca@ovs onpaciag otov mAnOuopo pe SRS. [pémel va efetaotel 1o
eVOEXOEVO VU TIAPAKOAOVOEITE TAKTIKA Ta TTAVEA Ynuelag 1)/KaL KATd T SlapKelx TG acHévelag 6Tav
elvat LaTpkd KatdAAnAo.

YrepyAvkatpia - H vmepyAvkatpia etvat éva @Ado ebpnpa mov mapatnpeital 6tov mAn6uopo pe SRS.
AvuTo pmopet va akoAovbnBet og évav acbevi) 6tav Adapfdvovtal Tivakeg xnueiag.

Avocoloyia

Mmopel va vTtapyeL O] avoGoA0YLKI CUVICTWOA 6TO cVVSpopo Snyder-Robinson. ‘Exouv
Kataypa@el TOAAATAOL TUTIOL AOLUWEEWVY, IOV GUUTIEPLAXBAVOUY GUXVA ETTELGOSLA HEOTG WTITISAG
(Tov amattel ™ xprY o1 CWANVICK®WV AEPLOUOV), TAPAPPLVOKOATITISNG, AOIUWEEWVY TOU Gvw
QAVATIVEVOTIKOU, TIVEVHOVIAG KoL AOLLWEEWY TOV OUPOTIOLNTIKOU CUCTIIATOG. YT pEe TEKUNplwoT U
(PUGLOAOYLKWV AVOGOCQULPIVWV G€ AlYoUS aoBEVEIS KA, 0E OPLOUEVES TIEPLTITWOELG, XOPTYELTAL
Bepameia e avoocooatpives (IVIG 1) SCIG) wg Bepameia. [ToAdol acBeveig Tapovoiacav
ETAVOAXUBAVOUEVOUGS, SLAAEITTOVTES Kl AVEENYNTOUG TTUPETOVG. Mepikol BEPATIOVTES LATPOL AUVTWV TWV
acBevwvOpLopévol BepAToVTES LATPOL AVTWV TwV acBevwV £xouv VTTOSEgEL avoooAoyLIKN
Svolettovpyla 1/KaL aQUTOGVOOT CLVICTWOA KAl 1) BepaTeia TOVAGXLGTOV VOGS aoBevoUg TiepLAXpBAvEL
QAVOCOKATACTOATIKA. AESOEVOL TOU ATIPOBAETITOV TWV AVOGOAOYIKWV EVPTIUATWYV, L XVOGOAOYLKY
a&loAdynomn pmopel va etvat xpriotun yla tov kaboplopd pag Bactkni§ ypopupns Kat/1M yia Tov eVvIomioud
TOAV®OV AVOGOAOYIKW®V ALTIWV TWV CUUTTWUATWY EVOG aaOEVOVG.
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ZTov Tiivaka TTov akoAovbel cuumepAapBavovtat ot KAVIKEG SOKLUES TIOU X PN CLUOTIOLOVVTAL TUTILKA
atd avoooAdyoug yia TV a€LoAGynoT TG AVoo0AOY LK S AELTovpYiag.

AoKun Epyaotrpla KAwikng Mayo Epyaotrpla Quest
ARUP Diagnostics
Fevikn aipatog + dtapopikod Fevikn g&étaon atpartog (CBC) 40003 6399
Katapétpnon twv KuTtdpwyv CDA*T, TwV KUTTApWY Métpnon Ootikig Nukvotntog 95899 7197
CD8*T, TwVv KUTTAPWV B, KoL TwV KUTTAPWYV -"PUCLKWV (TBBS)
doviadwv" (NK)
Kotapetpnon tTwy T KUTTAPWY PVANG TCP (@ 95899 Mn
SlaBéotpo
Katapétpnon B KUTTAPWY VARG IABCS 3002216 Mn
SlaBéoipo
Avoooodatpivn G (IgG) Avoooodatpivn IGG (IgG) 50350 543
Avoooodatpivn A (IgA) IGA 50340 539
Avoocoodatpivn M (IgM) IGM 50355 545
TitAoL epBoAiou KATA TOU TIVEULOVIOKOKKOU PN23 2005779 16963
TitAoL epBoliou Katd Tou TeETAvVOU TTIGS 50779 4862
Tithot epPBoliov katd tng apnddlou TG ypimng HIBSG 50779 35135
(Haemophilus influenzae)
Mivakag KUTToPOKLV WV CYPAN 51394 36611

OpOomnedikd / MUOGKEAETIKK

Madl pe TNV ooteomoOpwon, ol acBeveis e SRS €xouv 1600 0KOAlWOT 660 Kol KUKAOGAIWwOT). MeAéTeg
QTEKOVLONG TIPETEL VAL A BAVOVTAL KAl VA TTapaakoAovBovvTal kKdBe xpOvo 0TO TIPWTO ONUASL TNG
okoAlwong. 'Exel mapatnpnBet emiong un @UOL0A0YLKO TINKTO.

'Exovv emtiong mapatnpnOel wAgvia amdkAion, BAALGO YOVU KAl GAAEG AVWUOALES TNG KV TIKOTNTAG TWV
apBpwoewv (YaAdpwon Twv apbpwoewv/cvomdoelg/vmeiapbpnua Twv apbpwoewy). ZLVICTWVTAL
KATAAANAEG TTApATIOUTIEG € 0pOOTIESIKOVG, PUCIKODEPATIEVTES, EPYODEPATIEVTES KAL (PUOLODEPATIEVTES
otav evdeikvuTal.

Yuywatpikt) / Avartuiiakt) Hodiatpikn

‘Otav elvat KAWiKkd katdAAno, Oa pémel va eEetaotel n afloAdynon pe Puylatpikn kat/m
avamtulakn maslatpik. llapakoAovBovple €Tl TOU TTHPOVTOG AVAPOPES YLK AVTIOUO 1) /KAl
alcOnTpLa nTipata. Zuviotatat | ANYm Puyxlatpikoy / avamTuElakoy TS LlaTplkwy aloAoyoewy
Ot evelkvuTAL KAVIKAL.

T'eveTkn
ZUVIOTATOL VO CUULBOVAEVTELTE £vav YEVETLOTN 1}/KAL EvaV YEVETIKO cUHovAo.

Mary Jo Kutler, DO
Kuplog epguvntig, Global Snyder-Robinson Syndrome Registry & MeAétn @uoikng .otoplog
maryjo.kutler@snyder-robinson.org

* Yag euyaplotolue ylia g ovufoAn cag otn @povtida acOevayv ue SRS.  Xtéyos upag eivar va
ovumepiAafovue kabe acOevij SRS otn MeAétn Puoikov lotopiko?. Oa exkTioVoauEe TTOAD TNV TAPATOUTIH
oag! Natural History Study

Evnuepw6nke otic 22/3/2023


https://www.snyder-robinson.org/srs-natural-history-study
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