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KAKBO CE C/IY4BA AKO TAJJACEMWUATA HE CE
NEKYBA?

MauneHTnTe, KOUTO noay4vyasat noAxoaALulo
neyvyeHme, ce paaBaTt Ha MHOTO A06p0 KayecTBO
Ha XMBOT N NPOAB/IXUTENHOCTTA Ha XMBOTa
MM He Cce pasimyaBa MHOIFo OT Ta3l Ha
O6LL|,OTO HaceneHme.

Bbnpekn ToBa, KOrato He Cce neKyBa
NpaBWAHO, TanacemMmsTa MOXe Ja WMa
XMBOTO3acTpaLlaBaLym YCNOXHEHNS 3a
34paBeTo M Jopu  jAa  foBeje Ao
npexgeBpemMeHHa CMbpPT. PyHKUMATA Ha
Pa3INYHN OpraHn Moxe Aa 6bae yBpeseHa 1
TOBa JAa AoBeje A0 Pa3BUTMETO Ha CbpAeyHa
HeJOCTaTbYHOCT,  YepHOoApObHa  LMpPO3a,
Anabetr ”  Apyry Cepuo3HW  34PaBOC/IOBHMU
npobnemu.

HAKONKO ®AKTA 3A TAJACEMUA

80% OT MALMEHTUTE C TANACEMUS
XVBEAT B CTPAHW C HUCBK W CPEAEH
AOXO/.

8 OT 10 AYLUWN HE 3HAAT, YE CA
HOCUTE/NN HA TANACEMMWSA.

B MOBEYETO CTPAHW CbC CPEAHO 1 BUCOKO
PA3MPOCTPAHEHWE HA 3ABOJIABAHETO,
NALMEHTUTE C B-TAIACEMUA MAOP HE
AOCTWUTAT 20-TOAWLIHA Bb3PACT B PE3Y/ITAT
HA HEAOCTATBYHW TPVKW.

KAKBO NMPABU MEXXAYHAPOAHATA TAJJACEMUYHA
OEAEPALINA (TIF)?

MexzayHapogHaTa TanacemnyHa degepauns (TIF) e
HenpaBUTEe/ICTBEHa OPraHM3aLmsa C HeCTonaHcKa Len,
KOATO  npeactaensaBa Hag 230  HauWoOHaHW
acouuaum no TanacemMmsa oT 62 cTpaHu Nno ceeTa n e
nocseTeHa Ha MOAMOMaraHeTo Ha PaBHOMPAaBHUA
JAOCTbIM Ha BCEKW MauMeHT C Tajacemusa A0 34paBHU
3aBeJeHns, KbAEeTO rpuxata € HacoyeHa KbM
yoBeka.

PepepaumaTa paboTn B odmLmanHN OTHOLLEHUS CbC
CBeToBHaTa 34paBHa opraHmsaums (C30) ot 1996 r.,
CbC crneumaneH KOHCynTaT/BEH cTaTyT C
VikoHoMunueckma wn coumaneH cbBeT Ha OOH
(ECOSOC) ot 2017 r. 1 B 0dpMLMaNHO NAPTHLOPCTBO C
EBponeickata komucmsa ot 2018 r.

HelHata obwvpHa obpa3oBaTenHa nporpama
BK/IIOYBA OrpoMHa rmnopeauua OT MeXAyHapoAHO
npu3Haty  nybavkauuuy, Kakto ”n  cbbutus,
KOHpepeHUMN, ceMUHapW, CTUNMEHANN U Ap. C Len Aa
npejocTaBAT AOXNBOTHM Bb3MOXHOCTM 33 0byyeHue
Ha 34paBHW CNeunanncTy, naumeHTu U TexHuTe
cemelicTBa, Aa MOBULUN OCBELOMEHOCTTAa OTHOCHO
Tanacemusta cpej MOAUTULMTE K OOLLHOCTTa KaTo
LSS0 1 HaCbpYaBaHe Ha ePpekTUBHMU, CneunduyHmn 3a
6ofectTa mnporpamMu 3a MpeBeHuUWs, KOHTPON U
KAVMHWYHO ynpaB/ieHne Ha TajaceMusTa B pamkuTe
Ha HauMOHaNHWTe 34PaBHUN CUCTEMMU.

3a noseye MHOpoOmaLs MOXe Aia noceTmTe
www.thalassaemia.org.cy
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YMBAJ ,.Ceeta MapuHa“ BapHa, buarapus

YYBAJ/IN NN CTE 3A
TAI'IACEMVIFI"

KAKBO E TAIIACEMI/IH"

TanaceMunsita e KpPbBHO 3abosnsBaHe, MPUYUHEHO OT
rpyna reHeTUYHN fedekTtn, KOUTO 3acarat
NPOV3BOACTBOTO Ha XeMOI/IO6WH, MPOTENHOBA MOIeKyNa
B UepBeHVTe KPBbBHW K/IeTKYW, KOATO MM MO3BO/MABa A3
NpeHacsaT KNCIopo4 OT bennTe ApoboBe B LFNOTO TSO.
To3n AedekT MpUUMHSABA HEJOCTUT Ha OYHKLMOHANHWU
YepBeHN KPBBHU KNETKN U HUCKM HMBA Ha KUCIOPOJ B
KPBBHWS TOK, KOETO BOAM A0 Pa3VYHU 3PaBOC/IOBHU
npobnemMy B 3aBMCUMOCT OT BUAA W TexXecTta Ha
CbCTOSAAHMETO.

Mma ABa OCHOBHM TUMa Tanacemums:

e a-TaslaceMus, Bb3HMKBALLA, KOraTo FeH VAW reHu,
CBBbP3aHN C a-rNobMHOBUSE MPOTEVH, NMNCBAT WN Ca
npomMeHeHu (MyTupanu), n

e [B-TanacemMwuisi, Bb3HMKBALLA, KOrato MOAOOHW reHHU
AedeKkTn 3acarat NMpPoOU3BOACTBOTO Ha P-rMOO6UHOBMSA
MPOTEnH.

Ta3u nnctoBka LWe ce dokycmpa Bbpxy [-TanacemusTa,
knacnéuvumpaHa B 2 OCHOBHM dopmu: manacemus
maiiop u manacemua MuHop. HacnegsBaHeTo Ha
jedekTeH reH OT ABamaTa poaUTenn MNPUYMHSABA
Tanacemusi mariop. HacnegsiBaHeTo My caMO OT eAuHUS
poAuTen MpUYUHSABA TanaceMuss MUHOpP. Xopata C
TasaceMuss MUHOP, W3BECTHW CbLLUO KaTo HOCUTENN Ha
npusHaka Ha TanaceMus, npuTexasar 4edeKTHUSA reH, Ho
HAMaT 3abonsBaHeTO W KaTo UANo ca 34paBu, 6es
CUMATOMM.

Ot apyra cTpaHa, xopaTa C B-Tanacemus Mariop ctpagat
OT TeXKa, >KMBOTO3acTpallaBalla aHeMus, KOSATO
06VKHOBEHO BOAM [0 M30CTaBaHe B pacTexa, peauvua
CepMO3HN  34PaBOC/IOBHM MpobaeMn U1 CbKpaTeHa
NMPOAB/KUTENHOCT Ha KMBOTA, aKo OCTaHaT 6e3
HeobxoAVMOTO NieyeHue.



OT KAKBO CE MPUYMNHABA
TAJJACEMUATA N KOW E U3NOXXEH HA PUCK?

TanacemusiTa e HacneACcTBeHO 3abonsiBaHe,
KOeTO O03HauyaBa, 4Ye Cce npuyMHaABa OT
NMPOMEHW B reHeTYHa CTPYKTypa, a He nopaan
XpaHeHe uAn Apyrn GakTopy Ha OKOIHATa
cpesa. ETo 3aLL0 NpOLEHTBLT Ha NaLMeHTUTe U
HOCUTeNNTe Ha 3aboNsiBaHeTO B YOBeLlKaTa
nonynauus e pasnnyeH B pasnnyHnUTe parioHu
Ha cBeTa.

Tanacemusita MOXe fa 3acerHe anLa oT BCAKa
HaLMOHa/IHOCT 1 eTHUYecKa NpUHaAIexXHOCT.
HesaBncnmo OT TOBa, TA € 0COBeHO uyecto
cpeLiaHa npu xopa cvC cpedu3eMHOMOPCKU
npou3xod 1 B LUMPOK PervoH, npoctupaLy ce
npe3 UHOus, bnuskus usmok, H02ousmoyHa
A3ua u Ad¢puka. PasnpocTpaHeHMETO Ha
TanacemMvsaTa HenpekbCHaTo HapacTBa U3
Lenusa cBAT, Nopaau rnobanHnTe ABMXKEHUA Ha
HaceneHMeTo W uncata Ha edpeKTUBHSA
nporpamu 3a npesBeHuMs.

KAKBX CA CUMNTOMMWTE HA TANNIACEMUATA?

NoBeueTo XOpa, pPoAeHWM C Tanacemms, UMaT
34paBOC/IOBH/ MNpobaemu, KOUTO MoraT Ja ce
NMPOABAT OLLEe HAKONIKO Meceua C/iel paxaaHeTo
WA B PaMKUTE Ha MbpBUTE 2 TOANHN OT XMBOTA.
MNpn no-neknTe cay4yam Moxe [OpW Aa He ce
NposiBaT A0 3ps/ia Bb3PacT.
CumnTomunTe Ha Tanacemus ca Hal-
pasHoobpa3Hu 1 MoraT Aa BapupaT. Te morat ga
BK/IOYBAT TEXKA aHEMUSA U APYTU:

3a6aBeH pacTex U pasBuTne

noBuLLEHa YMOSeMOCT

XXbATA UK 6nepa KoXka OKbNTeHUUa)

TbMHa ypuHa

KOCTHU gedopmanyumn, oco6eHo B

ob6bnacrtra Ha nIMuyeTo

yBeJInYeH fanak, yepeH apob nnu coepue

KAKBO BK/TOYBA IEYEHWETO HA TAJJACEMUATA?

MNayneHTUTe C Texka ¢opma Ha Tanacemus
Tps6bBa Aa nosyyasar peAoBHN
KPpbBOMpennBaHUS npe3 Lueima cu  XUBOT,
0OMKHOBEHO Ha BCeku 2-5 ceamuuyn. B 1031
cnyyan CbCTOAHNETO ce Hapunuya
MmpaHcpy3uoHHo-3a8UCUMA manacemus.
Korato  naumeHTMTe Ce  HYXAaAaT  OT
NnepuoavyHN KPbBOMPEeNMBaHUA, CaMo Mnpu
ornpejeneHn  0obCToATENCTBa w/vnn  3a
onpejenieHy rMepuvoan OT Bpeme, TAXHOTO
CbCTOSAHME Ce  Hapuya MmPaHCPYy3UOHHO
He3aeucumMa masnacemMus.

ay @ €- 6.
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Mopaaun pesoBHUTE KpbBOMNpenMBaHus,
e/leMeHT, HapeyeH >ensA30, MOCTeMneHHOo ce
HaTpynBa B TAN0TO M TOBa € TOKCUYHO 3a
MHOro  opraHun. BcneactBue Ha  ToBa
nauneHTUTe TpsibBa Aa NMosy4vaBaTt exeAHEeBHO
NnekapcTBa, KOWUTO MpemaxBaT U3AULLIHOTO
Xensaso oT OpraHum3ma, HapeyeHn
Xenasoxenatmpawm areHtu. Te3nm fekapcTBa
MoraTt Aa 6baat nog dopmaTta Ha TabneTku,
KOWTO Ce npwemaTt npe3 ycTata, WX TeYHU
pa3TBOpW, KOUTO TpAbBa Aa ce NHXeKTUPaT 3a
nepuvoj OT HAKO/IKO Yaca npe3 uraa B Kopema
WA B Apyra MNoAxoAsdLla 3a Lenta yact Ha
TANOTO.

B AOMbAHEHME, OCUTYPSBAHETO Ha
MYATUANCUNMAVHAPHA  FPUXK,  BKJIHOYBALLO
CbTPYAHMYECTBOTO Ha  cheumanuctn ot
Pa3NnNYHN MeANLNHCKN n Hay4YHW
AVCUMNANHY, € OT CbLUeCcTBeHO 3HauyeHue 3a
OTKPVBaHETO W  JleYeHMeTO Ha  4YecTo
CpeLlaHnTe  YCNOXHEHWsl,  CBbP3aHM  C
TanaceMusita, U 3@ OCUTypsIBaHETO Ha
aflekBaTHa rpuxa 3a naymeHTuTe.



