MYNTUANCLNAWHAPHA TPUXA

[paBWIHOTO JleveHVe Ha TasaceMudaTa
N31CKBA CbTPYAHMYECTBO 1 paboTa B ekmn
MeXAY PasfINYHN 34paBHU CneunanncTu.
MNaymeHTHbT TpsAbBa Aa 6bhe npernexzgaH
oT cneumanmncTm oT Pa3INYHN
MeANLMHCKA Crneumnmannctn (Kapamonosu,
eHAOKPMHO/I03M, XenaTonosn 1 Ap.), 3a Aa
My ce ocurypu HeobXxoANMOTO
HabnaeHVe 1 fa ce 06XBHAT pas3nyHUTe
aCrneKkTy oT 34paBOCNOBHOTO My
CbCTOSIHWE, 3acerHaTi oT 3ab60siBaHeTO.

McmxonosmTe CbLWO Ca LEHHa 4acT oT
ekmna, TbW KaTo nMauueHTUTe Ca
N3rnpaBeHu npea Pa3NYHU
npeAn3BMKaTeNcTBa MO OTHOLUEHWe Ha
cnpaBfHeTO C 6onectra M N HENHOTO
NneyeHve rpes pasinNyHUTE Nepuoan OoT
XWNBOTa CW. B ngeanHusa cnyyan yneHoBeTe

Ha TO3M MYATUAUNCUUMAUHAPEH  eKWM
paboTaT 3aefHO, CbTPYAHWYAT U W
06CbXAaT Hal-gobpute NpakTUKM  3a

neyeHme Ha cBouTe nauneHTn.

KNno4oBW MOMEHTW B
NEYEHUETO HA TANIACEMUATA

EAVH OT Hal-BaXHWTe efleMeHTW 3a ycrexa Ha
NeYeHNeTo Ha TanaceMmnsiTa e Taka HapeyueHoTo
NpuobPIKAHE  UAU  AH2AXKUPAHOCM  HA
nayueHma e npoyeca Ha ne4yeHue. H/Kos cxema
3a TpaHchysns 1 xenaumsi He Moxe ga bbae
yCreLHa, ako NnauneHTbT He 1 cieiBa CTPUKTHO.

Harlpep,beT B 1IeHYEHNETO Ha Ta/laCeEMUATA Mpe3
nocnegHnTe  gecetTunetna A TNpPpeBbpHa B
XPOHNYHO 3abonsaBaHe C AbJira
NPOAB/IKUTENNHOCT Ha XMBOT Ha Te3n OT
NnauneHTuUTe, KOUTO MOoJslydaBaT HY>KHUTE FPUKNA.

Bbrnpekn ToBa, OCTaBeHa 6€3 fledyeHve WK
NeKyBaHa HeoMnTUMAaHO, TanaceMUsTa MOXe Aa
foBeze 0 MHOIO YC/IOXKHEHUS, BKIKOYUTENTHO U
A0 CMBPT B Mfaga Bb3pacT. CbpaeyHa
HeAOCTaTbUHOCT, 4YepHOApPObBHA LMpo3a U
AMabeT ca CaMO HSKOM MPUMEPU 3a MHOroTO
CEePUO3HUN YCNOXHEHMWs!, KOWUTO MoraT fga ce
PasBUSAT NpU Hego6bpe NekyBaHW NaLMEHTU.

McrxocoumanHaTta noAkperna oT CeMencTBOTO U
06LLHOCTTa Ha NauMeHTa YecTo e OT peLlaBallo
3HaUeHMe 3a MOCTUraHeTo Ha MNPaBUIHO
npuAbpPXaHe KbM eYEHNETO.

3a noseye MH(pOpMaBUNA MOXe Aa noceTurte
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KAK CE
JIEKYBA BETA
TAJIACEMWANA?
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OCHOBHW ETANW B IEYEHMETO

Momye c Bema manacemusa maiiop, Haii-

mexkama ¢opma Ha 3a60n148aHemo.
M3moyHuk Ha cHumkama: Sankalp India Foundation

Bera (B-) TanacemmsitTa e HacneaCTBEHO
3abonBaHe Ha KPbBTa, XapakTepu3vpallo ce ¢
HamafeHn HMBa Ha ¢yHKLUMOHaNeH XeMOrnob6uH,
NPOTEVIH, CbAbPXall, Ceé B YepBeHUTE KPbBHU
KNeTKW, NO3BOJIABALL, MM Ja MPEeHacAT N AOCTaBAT
KUCnopoa B TAn0TO. beta Tanacemusata vMma Tpu
OCHOBHU GOpPMU - MUHOP, MHTEPMeAUs 1 Maliop,
KOWTO OTpa3siBaT TeXecCTTa Ha 3abonsBaHeTo.

XopaTa c beta Tanacemus MWHOpP, N3BeCTHWN oLle
KaToO HOCUTE/IM Ha TMPU3HAKa Ha Ta/laceMUA,
0BNKHOBEHO HAMAT HUKAKBM CUMMOTOMWU U 4ecTo
AOPWN HE 3HAAT 3a TOBA CUN CbCTOAHNKE.

CumnToMUTE Ha b6eTa Tanacemms VHTepMeans ca
Hal-pa3HOObpasHW, a TexecTTa Ha npoTuyaHe
Bapvpa Mexay ABeTe KpahHOCTW Ha MUHOpHaTa 1
Ha MalopHaTa ¢opma. WHpuBumanTe c fB-
Tanacemwus maviop nmart Hal-TeXXKaTa
eKkcrnpecuss Ha 3a6onaBaHeTo. Te uyecto ce
HYXAadAT  OT  peAoBHU KpbBOMpenMBaHus,
Xenssoxenatvpalia Tepanus U AOXWBOTHU
MeAVLIMHCKI TPUK.



Mnad nayueHm ¢ manacemus no

epeme Ha XxeMOMpPaHCPy3us:
M3mouHuuk: Source: Al-Mustafa Welfare Society

KPbBOMNPENTNBAHNA/XEMOTPAHCOY3 NN

Hali-BaXHMAT MOMEMHT B /Je4eHneTo Ha [3-
TasacemMusiTa e KpbBOMpenMBaHeTo.
OpraHM3MbT Ha MauneHTUTE He MoXe Aa
npov3BexzJa JOCTaTbYHO 34paBy  4YepBeHU
KPbBHM K/EeTKW, 3aToBa Te Ce HyXAasT oT
npenvBaHe Ha KPbB, JapeHa OT 34paBu
KpbBOAapUTENN.

YectoTaTa Ha  KpbBOMpenmMBaHuSATa U
KONNYeCTBOTO KPbB, KOATO Lie ce npenee, C
APYrn  AyMW cxemama Ha npesausaHe, ce
onpejens oT nekyBawms nekap. lMpenvnesaHeTo
Ha KPbB Ce M3BbPLUBA B BOAHULM UAKN APYTA
34paBHM 3aBejeHVs (HanpumMmep evyebHM
LEeHTpOBe/KANHNKKN), MO4 HabnogeHneTo Ha
f06pe obyueH nepcoHan (MegULVHCKL cecTpu
1 nekapw).

MNaureHTUTEe, KOUTO Ce HYXAAAT OT PeLoBHN,
AOXUBOTHU, KpbBOMNpennBaHus, KOUTO
0b6MKHOBEHO 3amo4BaT Npes NbpBUTE MeceLn
OT XMBOTa UM, UMaT MPAHCPY3UOHHO-3a8UCUMA
masnacemus (T3T). TlauneHTUTE, MNPU KOUTO
KpbBOMpennBaHMATa ce NMpoBexaaT OT Bpeme
Ha Bpeme N 06MKHOBEHO Ca 3arnoYyHanu B Mo-
KbCHa  Bb3pacT, WUMaT  MPAHCPY3UOHHO
He3asucuma manacemus. MNauyyeHTute ¢ T3T
06MKHOBEHO MoyyaBaT 2 UAM NoBeye caka C
KPpbB Ha Bcekn 2-5 ceamuun. Yecrtortata Ha
TpaHcdysuuTe npu nauneHTn C
HeTpaHCPy3MOHHO-3aBNCMA Tanacemus
Bapvipa 3HauunTENHO.

XENATUPALLLA TEPANNA

BTOpI/IFIT OCHOBEH MOMEHT B JIEYEHMETO Ha
Ta/laCEMUATa € XeJslaTupallata Teparnnd, Mmalla 3a
Len Aa npeMaxHe N3iMHOTO >Ke1A30 OT OpraHmamMa.

B pe3ynTaTt Ha KpbBOMPENVNBAHUATA, XENS30TO, KOETO
ce CbAbpXa B JOHOPCKMTE YepBeHN KPbBHU KNEeTKY,
MOCTEMNEeHHO Ce HaTpynBa B OpraHv3ma Ha nauueHTa.
KonkoTo mnoBeuye xens3o ce HaTpyna, TO/JKOBa Mo-
TOKCWMYHO CTaBa TO 3@ MHOIO XWU3HEHOBAaXHW OpraHu,
KaTo CbpPLETO, YepHUsi Apo6, Xe3nTe C BbTPELUHA
cekpeuus u ap.

MauneHTUTe C B-Tanacemuns maliop ce HyXzasT oT
AOXMBOTHA Xxe/naTupalla Tepanus, 3amnoyBalla oT
paHHa AeTcka Bb3pacT, KOATO 06MKHOBEHO ce npuemMa
exezZHeBHO.

®AKTW 3A NEYEHWETO HA TAJIACEMUA

MMoHacTosiLleM Cce W3MoN3BaT TpU  Pas3vYHU
MeAVKAaMeHTa 3a OTCTPaHsIBaHe Ha Xens3o oT
OpraHsnma, ABa OT KOUTO ce MpuemaT rnpes ycrata
N efliH Upe3 VHXeKUUS.

AepepokcamuHem e XenaTopwbT, KOMTO
ObMKHOBEHO Ce npwunara 4pes  MOAKOXHA
NHXeKUMsA. Manka urna ce noctaBs 06MKHOBEHO B
Kopema Ha nauueHTa M NekapcTBOTO Ce npuaara
npes3 CrpMHL0BKA, HAacTPOeHa KbM MomMmna Uan ypes
Masnka 6asoHHa MomMmna 3a Mepuog OT HAKOJKO Yaca
Ha geH. Jegepunpon v Jepepasupokc ca
Xenssoxenatvpaliy  MefMKaMeHTV, KOUTO  ce
npviemart nepopasnHo.

Bcekn 0T MeAMKAMEHTUTE MoXe Ja 6bhe
N3MON3BaH CaMOCTOSITE/IHO WAW B KOMBUHaUMSA C
HSIKOW OT ApYruTe MeKaMeHTU.

N36opbT Ha Xxenatop, fo3aTa WU YecToTata Ha
NPUIOXEHME Ce onpesensiT OT NiekyBaLLMs iekap B
3aBUCMMOCT  OT  pa3inyHM  dakTopn  KaTo
WHAVNBUAYANHUTE HYXAW W KOANYECTBOTO Ha
Xensi30 B OpraHv3mMa Ha naumeHTa, HaunHa My Ha
XWBOT, 4ecTtoTaTa Ha TpaHcdy3mmTe, KakTo W
HaAMYHOCTTA W LieHaTa Ha BCekM Xxenatop B
CTPaHaTa, B KOATO XVBee MNaLMeHTbT.

MzmoyHuk: Global Thalassaemia Review,
TIF publication (2021)
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MN0-MANIKO OT 5% OT MALMEHTWUTE C B-
TANACEMUA B LENNA CBAT AMAT AOCTBIN A0
MYNTUAUCLUUNAUHAPHW TPUXW
PEGEPEHTHW LLEHTPOBE.

B MOBEYE OT 90% OT CTPAHWUTE CbC CPEAHO
N BUCOKO PASNPOCTPAHEHUE HA
3ABOJIABAHETO, MALMEHTUTE TPABBA A
NMPUBArBAT A0 COBCTBEHO ®UHAHCUPAHE,
3A JA MONYYAT AOCTBIN A0 HEOBXOAUMMWTE
3APABHW IPNXHN.




