LUTO CO COLIUJANHNOT XXMBOT HA MOETO AETE? KAKO AA CE
CMPABWTE CO NPUJATENWUTE N POAHUHWTE.

CouvjanHVTEe NHTEPaKLMKM CEKAKO Ce pa3/vKyBaaT BO
Pa3nVYHX OMLUTECTBA U 3aeAHULM, BUAEjKN ce Moj
BAVjaHWe  Ha  MHOry  pPasin4yHu KYATYpHWU,
OMLITECTBEHWN U PeNnUrnos3Hn ¢aktopu. 3a Xan, He e
HeBOObMYaeHO NyreTo CO TefeCceH WHBANUAUTET Aa
JoXuBeaT AnckpuMmHaumja. CoumjanHata cturma e
nov3paseHa BO KOHTEKCT Ha Manau, pypanHu
3aeJHMLN  CO  TMOHMCKO  COLIMOEKOHOMCKO U
06pPa3oBHO HUBO. IpynuTe 3a NoAapLLKa GopMUPaHN
o4 NauneHTn 1 POAUTENN MOXAT Aa buaaT o4 ronema
MOMOLL, Kako W KOHCynTauuMy CcO ekcneptn (Ha
npuMep, KAMHUYKX NCUXON03M).

HuTy KpreweTo Ha cocTojbaTta, HUTY MpPeKyMepHOTO
N3N10XyBak€e He Ce CMeTaaT 3a COOABETHM MpucTanu.
Pogutenute ” nayneHTUTe Mopa nNpBO JAa ja
npudaTtat cocTojbarta, a MnoToa MNpaBUIHO Ja ja
COOMLUTAT Ha JlyfeTo 04 HMBHATa OKOJINHaA.

BK/YYYBAHE BO BALLETO JIOKANHO 3/PY)XEHVE 3A
MOA/APLLKA

CrnogenyBare Ha WUCKYCTBA M MOMarakeTo Ha Apyru
cemejcTBa BO  pa3bupareTo  Ha  cocTojbata,
noBKUKyBare Ha Nog06pyBakbe BO YCAYrnTe Kaje LTo
e noTpebHO ” o06pasoBaHMe Ha 3aejHuMLATa 3a
HamasnyBare Ha npeapacyauTte ce cute GYHKLMM Ha
34py>XeHujaTa 3a noaApLika, Koy MM nomaraaT Ha
cemejcTBaTa fAa ce cnpaBaT co 6onecta WTO
MOHEeKOraLl e NCLPMyBaYKo.

Mopajn oBuve NPUYNHW, POAUTENNTE Ce MOBUKYyBaaT
Ja CTaHaT aKTMBHMW Y/IeHOBW Ha HMBHOTO JIOKaJHO
34pyXeHVe 3a Tanacemuja.

LUTO NPABN M®T?

MeryHapogHaTa ¢egepauvja 3a Tanacemumja (M®PT) e
HenpoduTHa, HEBNAAMHA OpraHu3almja Koja NpeTcTaByBa Haj,
226 HauMoHaNHW 34pYy>XeHVja 3a Tanacemuja of 66 3emju Hu3
CBETOT 1 e MocBeTeHa Ha NoAJjpLuKaTa 3a eAHaKoB npucran Ha
CeKoj nauMeHT co Tajfacemuja A0 34paBCTBEHa, couuvjanHa n
Apyra rpvxa BO paMKuTe Ha 3/4paBCTBEHa Hera Lie/oCHO
dokycrpaHa KOH NaLmMeHToT.

Pesepaumjata paboty Bo oduumjanHn opHocn co CBeTckaTa
34paBcTBeHa opraHm3auumja (C30) o 1996 roamHa, Bo nocebeH
KOHCynTaTUBEH CTaTyC CcO EKOHOMCKO-COLMja/IHMOT COBET Ha
O6eanHetute Hauyum (ECOSOC) op 2017 rogvMHa u  BO
oduLmjanHO mapTHepcTBO co EBpomnckata komucuja oz 2018
rognHa.

HEJ3HATA OBEMHA OBPA30BHA MPOIPAMA BKJ1YYYBA OMLUNPHA
CEPUJA HA MEFYHAPOAHO NPU3HATU N3JAHUJA, KAKO 1 HACTAHW,
KOH®EPEHLW, PABOTUNHWULN, CTUNEHAWUW WUTH., CO LIEN AA CE
OBE3BEJAT J0XXUBOTHA O6PA3OBHM MOXXHOCTI 3A 3APABCTBEHWUTE
PABOTHULW, MALWEHTUTE N HUBHUTE CEMEJCTBA, AA CE NOAWTHE
CBECTA 3A TANACEMW)A KAJ KPEATOPUTE HA MOJIUTUKWTE N
3AEAHWNLIATA BO LIETUHA 1 NPOMOBWPAIE AE/TOTBOPHW MPOTPAMW
CNELN®OWNYHN 3A BOJIECTA 3A NPEBEHLWJA, KOHTPOIA U KIIMHNYKO
YNPABYBAE HA TAJIACEMWJATA BO HALLMOHANTHWTE 3,PABCTBEHU
CUCTEMI 3ACHOBAHW HA YHUBEP3A/THA MOKPUEHOCT.

3a noseKe nHpopmaL My, MOXeTe fa ja noceTuTe Be6-cTpaHaTa
www.thalassaemia.org.cy
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MpeBepeHoHa makepoHcku of Hatanuja FanaueBa
AvmMuTtpuesa,
XOHOpapeH npesefyBa

TAIACEMWAJA 3A
POAUTENIATE:

Kako aa ce rpuxam 3a moeto gere?

LLTO E TANACEMUJA?

Tanacemmja e TEPMUH KOj Ce KOPUCTW 3a OMuLLYBake
Ha HM3a 6osecTy Kow mpunaraat Ha morosema rpyna
HapeuyeHu aHemun. Kora Hekoj MMa aHemuja, HeroBoTo
TeNo He MOXe Aa co3jaje [OBOJieH 6poj HOpMaaHu
LpBeHN KpBHU 3pHUa. Toa ce KNeTKM Kou HocaT
Kncnopog og 6enute fpoboBM HU3 LENoTo Teno. Tue
TeyaT BO KpBOTOKOT 1 My ja AaBaarT LpBeHaTta 60ja.

TanacemumTe ce HaclegHW 6onectn, T.e. Tue ce
npeAv3BMKaHN 0 NpobaemMy BO HallaTa reHeTcka
CTPYKTYPa, @ He 04 MCxpaHaTa uau Apyru GakTopu Ha
XVBOTHaTa CpejuHa, 1 Ce npeHecyBaaT o4 ABajuaTa
POAMTENN - Majka 1 TaTKo - Ha ZeLiaTta. TanacemujaTa e
npeAv3BuKaHa Of MpoMeHaTa BO MoJjekynaTa Ha
XeMOrno61HOT, NPOTENH KOj Ce Haofa BO CeKoja LipBeHa
KNneTka, OArOBOPEH 3a MpeHecyBake Ha KUCI0PoJ A0
TKVBAaTa U opraHuTe.

[ocTojaT pasnnyHM TUMOBM Ha TanacemMuja, Hekou
6apaaT MmocnoxeHa Tepanuja of Apyrute. Bo cekoj
Cy4yaj, maumMeHTUTe CO Tanacemuja Mopa Ja 6uaat
cnepeHn o4 34paBCTBEHM paboTHULM BO

creyyjan3avpaHl LLeHTPU BO TeKOT Ha LEeanoT XUBOT
338 fAa Ce MOCTUrHAT Hajaobpy MOXHW 34PaBCTBEHU
pe3ynTaTu.




KAKO CE HACNEAYBA TAJJACEMWJATA?

Kora n aBajuata pogutenu ce ,HocuTenn” Ha 6onecra,
CO Apyru 360poBK KOra TMe HOCaT efeH OLlUTeTeH reH
MoBp3aH CO XeMOr/I06MHOT, Toa He BAMjae Ha HUBHOTO
34paBje. Merytoa, ako JeTeTo rM Hacneau AgaTa
OLUTETEHW reHu, efieH O MajkaTa 1 efleH 04 TaTKoTo, Ke
ja MMa uenocHaTa 601eCcT - OHa LUTO ro HapekyBame
TajsacemMmja Majop WM Tanacemuja 3aBUCHA Of,
TpaHcy3uja.

OBaa cocToj6a e noyecra Kaj JiyfeTo KOW noTekHyBaaT
0/, oApefeHV AenoBK Ha CBETOT, Kako LUTO ce 3emjute
okony MeantepaHoT u bancknot McTok (B-Tanacemuja),
[0 JyroncroyHa Asvija.

Unaffected Unaffected
Carrier Father Carrier Mother
o’
% @® Unaffected p-globin gene
®0 ®0 00 00 (5 Affected Bglobin gene
l v' A ;‘;
dhd o i

Unaffected
1in 4(25%) chance

HA MOETO AETE MY E AWUJATHOCTULIMPAHA
TAJJACEMWJA. LLUTO MOHATAMY?

Unaffected Carrier Affected
2in 4 (50%) chance 1in 4 (25%) chance

Kako npBo, Hema noTpeba oA maHwka! Tanacemujata
cera Moxe Ja ce TpeTtupa MHory edukacHo, a
nauyveHTMTe MoXaT Aa YXMBaaT KBaJUTETEH >XVBOT,
JOCTa C/IMYeH Ha OHOj Ha HuBHWUTe BpcHUUW. Cenak,
MHOTY € BaXHO Ja ce cneAat MefULMHCKUTE COBETU Of
CTPYYHU N1La.

Tpeba pfa HajgeTe cneumjannsmMpaH LUeHTap 3a
Tanacemmja BO Balwa 6aM3nHa KoOj Ke obe3bean
MeAMLMHCKA Hera 3a BalleTo AeTe TOJIKY YecTO KOJKY
LWITO e noTpe6bHo. MeanjaTap xemMaTonor Unn negujatap
CO WUCKYCTBO €O Tanacemuja Tpeba fga ro npernegaar
BalleTo feTe. loNONHUTE/NHO, LIeHTapoT 3a TanaceMuja
ce BMpexyBa 1 copaboTyBa CO ApYyru cneumjannsnpann
34PaBCTBEHM  PabOTHULM  HU3  MeAULMUHCKUTE
AVICUMMAVNHA KOW Cce cTpeMaT fa My obe3begaT Ha
BaLLETO AeTe COOABeTHa CeBKYMHa rpmxa.

KAKO CE IEKYBA TAJJACEMW)ATA?

Ha nauneHTuTe co Tanacemuja M e noTpebHa pesoBHa
TpaHcdy3nja Ha KpB eAHall WM ABanatv MeceyHo
(cnopes, HWBHWTE MNOTPeE6M) BO TEKOT Ha HUBHUOT
XnBOT. OBa 06MYHO Ce MpaBu BO CreLujaan3vpaHnoT
LleHTap 3a TasaceMumja Koj ce rpvixxm 3a naLmeHToT.

TpaHcdy3mmTe MOXe Ja 6uaaT MOTPebHU pPefoBHO
(061YHO Ha cekow 2-5 ceamuULIM) AKX MOBPEMEHO (NMpw
NHOEKLMN NI 6peMEeHOCT), BO 3aBUCHOCT OZ TEXMHATA
Ha cocToj6aTta. llopagn AOXMBOTHUTE TpaHCdy3uu,
HEeKOoW JIeKOBM MauyeHTUTe Mopa Aa rv 3emaat AHEBHO
(xenaTopHa Tepanuja) 3a fZa Ce OTCTPaHW >Xesie30To,
CyncTaHua LWTO ce akymMy/anpa BO TE0TO KOra KpBHUTE
KNeTkn ce  pacnarfaaT  oApefeHO  BpeMe MO
TpaHcdy3ujaTa.

OBa xefe3o0 e MHOry TOKCMYHO 3a OpraHure,
BKYYYBajKM O EHAOKPUHWOT cucTeM (Ha npumep,
TUPOWAHATa Xne3ja), CPLeTo, LpHNOT Apob 1 Apyrn.
JlekoBUTE 3a OTCTpPaHyBame Ha Xesie30 (Xxenartopw)
MOXe Aa 6uaaT anyuMkba WK CUPYMM KOW ce 3emaat
OpasiHo, TeYHW pPacTBOPW KOW MOpa roJjieka fa ce
VIHjeKTMpaaT MoJj, KoXaTta, BO CTOMakoT WAU BO ApYyru
[,eNnoBu of TeN0TO, BO MePUOA O HEKOJIKY Yaca.

3aTtoa, nauneHtTuTe Tpeba pPefoBHO Aa ce cleAaT o4
APYrn CTPYYHU NALE, KaKO LUTO Ce eHAOKPUHO/Oo3W,
cneuumjanncTi 3a cpue U LUpH Apob WTH., 3a Ja ce
ocurypa feka pacrar LUTO € MOXHO MOHOPMasHo, U
AeKa HeMa KOMIMINKaLM BO BUTA/IHATE OpraHu.

KAKO TEPAMWJATA NOMPEYYBA BO YYUIULLUTETO?

JeteTo co Tewka ¢opma Ha Tanacemuvja, 06UYHO
TasaceMmja Majop WAM TanacemMuja 3aBUCHA Of
TpaHchy3mja, Ke uMmMa noTpeba 04 pPeAoBHMU
TpaHcpy3nm. Bo nosekeTo cnyyaum, oBa ro nonpedyysa
YUYWIVLLHWOT  pacropes, 3atoa LWTo Ke 6uge
BOO6MYAEHO /i@ OTCYTCTBYBa O/ YUUIULLUTE Ha CEKOu
HeKo/IKy JeHa wan cegMuun. 3a Aa ce Hamanat
nocneguumte 04  OTCYCTBOTO O  YYWIMLUTe,
poauTenuTte Tpeba fa ro MHGOPMMPaAT OLTOBOPHNOT
YUYWIVLLEH — MepcoHan  (HacTaBHWLUM,  AMPEKTOop,
MeANLMHCKa cecTpa BO YYWIMLITETO WUTH.) 3a
cmTyaumjaTa, 3a Aa ce noTpyAaTt fa rM HagomosiHaTt
n3rybeHmnTe Yyacosu 1 Ja 6UAAT BHUMATENHN 3@ KakBu
6110 CUMNTOMW MOBP3aHM CO bonecrta LITO MoXe Ja
ce nojasart AoJekKa JeTeTo e Ha yduauLuTe.

CeTto oBa Tpeba fa ce Hanpasu U CO AMCKpPeLmja 1 co
MOYUT KOH JINYHOCTa Ha JeTeTo 3a Ja Ce u3berHe
coumjasiHa CTUrMa 1 JUCKpUMUHaLMja.

30LLUTO E BAXHO AA CE CNEAW NEKYBAKETO?

MaureHTHTe Kou fo6MBaaT COOABETEH TPETMAH MMaaT MHOTY
f406ap KBaAUTET Ha >XMBOT U HUBHMWOT XMBOTEH BeK He e
MHOTY pas/ivyeH Of OHOj Ha OMLITOTO HaceneHue. MeryToa,
aKo He ce flekyBa MpaBWIHO, TajaceMujata Moxe Aa Uma
CEPUO3HN KOMMMKALMN MO 34paBjeTo Ha MmauveHTuTe, Ma
AypV 1 Aa JoBeje A0 NnpepaHa cCMpT.

HeHaBpemeHaTa TpaHcdysmja W 3aHemMapyBareTO Ha
XenaTopHata Tepanuja ja B/OWYyBaaT aHemujata Wu
foBefyBaaT JO0 akyMmy/aausja Ha TOKCUYHOTO >ene30 BO
Tenoto. MOXHM ce  KOMMAMKAuMM  LWITO  BKAydyBaaT
3abaByBake Ha pacToT, MpoMeHa Ha 6ojaTa Ha Koxarta,
YyBCTBO Ha €1abocT 1 ,HeAOCTUr Ha eHepruja“, npobaemn co
cpLeTo, 3rofiemMyBake Ha cfnesnHaTta, gepopmMuTeT Ha
NIVLIETO Ha AeTeTo, HWU30K PacT 1 Apyrn npobaemu.

BakBuTe KOMMAMKaUMWM Ce Ppa3BMBaaT MOCTEMEHO W
MoHeKoraLl, Jojeka CUMATOMUTE Ja CTaHaT OunriesHu, Beke
e HampaBeHa rosema LITeTa. 3aToa € MHOry BaXHO
NpaBUIHOTO cnepere Ha TPeTMaHoT, 6uaejkn
3aHeMapyBaHeTO Ha Tepanujata MoXe Aa He 4aBa CMMATOMMU
JONrO Bpeme, JaBajkM UM Ha poaguTenute © Jeuata
norpeLUHa vjeja eka HemMa HMKakBO OLUTETyBakbe.

OcBeH Toa, MpPUAPXKYBakeTO  KOH  TPeTMaHoT U
camogucumnanHaTa ce KOPUCHM 3a JeTeTo BO TEeKOT Ha
Lie/IMOT HEroB >MBOT, O0CO6eHO BO Typ6Y/JeHTHU Meproan
Kako LUTO e ajonecueHuujaTa. JlonosHUTENHO, OA4PXKYBaHeTO
Ha J06po 34paBje e 04 K/yUYHO 3Hauere 3a NMpUAoBMBKUTE
of, VAHWTE Tepanuu Kou ce o4ekyBa Aa ro MPOMEeHaT TeKoT
Ha 6onecTa, Kako reHckata Tepanuja koja BeTyBa feka Ke
o6e3bean AedVHUTMBEH ek BO HE Taka AaneyHa UAHUHA.




