KAK CE NEKYBA a-TAJIACEMWA?

JleyeHreTo Ha a-TaslaceMmsa ce OCHOBaBa Ha
BAa 1 TeXeCTTa Ha 3abonsaBaHeTo.

Xopata, Koumo ca Hocumenu Ha a-
manacemus, O6VKHOBEHO WUMaT feKn Wn
BbO6LLE HAMAT CUMNTOMU N HE Ce HYXAAAT OT
neveHve. Te ce HYXAaAT OT MojgpobHa
nHGopmaLmsa OTHOCHO BB3MOXHOCTTa 3a
npefaBaHe Ha u4epTata Ha TexHUTe Jeua,
0CobeHO B C/lydaln, ye M ABamMaTa 6baeLm
poAuUTEeNIN Ca HOCUTENIN Ha a-TajaceMus, 3a
puvcka oT pa3sutme Ha HbH 3abonsasane nam a-
Tanacemusi Manop.

HbH 3a60onseaHemo MOXxe fa VMa LINPOK
CNeKTbp Ha TeXecT Ha npoTnyaHe. MHoro
xopa ¢ HbH 6onectta Moxe aa He ce HyxzaaaT
OT pPefoBHO HabnojeHVe WAn  JleYeHue.
Bbnpekn TOBa, HAKOM dopmu Ha HbH morat
fa MMaT TexXKOo npoTuYaHe N Aa W3nCKBaT
KpbBOMpenMBaHe, pefoBHO MpocieidaBaHe U
APYrv MeAVLIMHCKN MHTEPBEHLNN.

B npogb/keHne Ha MHOMO rogMHN He e NMarsno
epeKTMBHO fneyeHMe 3a a-manacemus matop.
MNoBeyeTo HpPeMeHHOCTN ca BOAeNN A0 MbPTBO
paxjaHe WA A0 HOBOPOZEHW B TeXKO O6LLO
CbCTOAHME, KOWUTO Ca MOYMBaIN CKOPO cCnes
paxkaaHeTo. [MocnegHuTe MeLUNLMHCKN
NMOCTUXKEHWA TMO3BO/VXa Ha nekapute Jga ce
onutat  Ja nojobpAT  neyeHmeTo Ha
3abonsgBaHeTo. TakoBa JeyeHMe  BK/IKOYBA
npunaraHe Ha KpbBOMpenvBaHe olle npeaun
paXAaHeTo Ha Nnoja (BbTpeyTpobHO) 1 BegHara
cnea ToBa. B Tesm cnydam obave geteTto Lie ce
Hy>XAae OT KpbBoOrpenveBaHe npe3 uenna cu
XKMBOT U cneuvanHu MeguLMHCKA TPYXN.

Hakow ¢eTycn ¢ a-tanacemus maliop morat Aa
6bAaT NekyBaHW upe3 TpaHCMAaHTauMsa Ha

XeMOMOEeTUYHN CTBOMOBM  KNETKM, KaTo ce
N3MoN3BaT CreynanHn KNeTkn, OTKPUTU B
KOCTHMSE MO3bK. B MomeHTa ce paspaboTtsaT
noseye OMNUMK 3a SIeYeHVe Ha TOBa CbCTOSHME.
KatTo 40 MOMeHTa TO3M TuUMN JedeHne e
Bb3MOXHO CamMO B MHOFO Mafiko CTpaHu no
ceeTa.

3a noseye MHpomaLs MOXe Aa noceTmTe
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POKYC BbPXY
a-TAJIACEMUAA

KAKBO E TAJJACEMUA?

Tanacemmnata e HacNeACTBEHO KPBbBHO
3abonsiBaHe, KOeTO 03Ha4yaBa, Ye ce NpesaBa
OT eAWHUS WX OT ABaMaTta PoAUTeNN Ha
Aeteto. B opraHm3mMa Ha naumeHTUTe C
Tanacemms  ce  rpowmsBexzga Mo-Masiko
XemMo02/106UH OT HOPMAJIHOTO, MPOTEVH B
YyepBeHUTe KPpbBHM KNeTKW, KOWTO
oCUrypsiBa NpeHoca Ha KUCI0po4 oT benute
ApoboBe M3 LAN0TO TAN0. TOBA NPUYMNHSABA
HefOCTUT  Ha  QYHKUMOHANHW  4YepBeHU
KPBbBHWU KNETKN U HeAOCTaTb4YHO KWNC/IOPOA
KbM TbKaHWTE, KOEeTO BOAW A0 Pas3ivNYHU
34,paBOC/IOBHM MpobsieMn B 3aBUCUMOCT OT
BMAA N TeXeCTTa Ha CbCTOAHMETO.

iIMa gBa OCHOBHW TUMA TaslaCeMUS:

e * a-TanlacemMus, Bb3HMKBALLA, KOraTo reH
NNV reHn, CBbp3aHu C NPOV3BOACTBOTO
Ha a-rNobnHOB MPOTEnH, NMNCBAT NN Ca
npoMeHeHn (MyTrpaHun), n

e ¢ [B-Tanacemmsa, BbB3HMKBALLA, KOraTo
nofO6HN  reHHUW  gedekTn  3acqarat
NpOV3BOACTBOTO Ha B-rnobnHoBUSA
NPOTeunH.

Ta3n 6poLuypa € OTHOCHO a-TasaceMus.




Kow CA BUAOBETE a-TANACEMUA?

Anda (a-) rnobrHoOBUTE BEPUTU ce
rnpowviseexaar OT 4eTupw reHa. EguH wnn
nopeye OT TAX MOraT Aa 6bAaT NPOMEHeHN
UAM da nunceaT HanbaHO. CrejgoBaTesHo
Morat ga 6bAaT onucaHW 4YeTupu TunNa a-
TanaceMmus:

1. Nnpmenga, KOWTO wnma camo eguH (oT
yeTnpwuTe) aHopmasieH wWAM aunceal, a-
rNobMHOB reH, ce Hapu4ya mux Hocumen Ha
anga manacemusa, wv3BecTeH CbLWO KaTo
HOCUTen Ha ana¢a narwc (a+) Tanacemus.
Hocutennte Ha anda Tanacemus HaAmat
npu3HaLM AN CUMNTOMU Ha 3abonsaBaHeTo,
HO Ca B CbCTOAHME Aa npejajaT yBpeaeHus
reH Ha geuata cn. CaMO MHOro cneunduyHn
nabopatopHu TecToBe, 6asupaHu Ha [AHK
aHanus, mMoraTt TOYHO Ja AunarHoctuumpar
HOCUTeN Ha a-TaslacemMus.

2. NHanBng, KOUTO MMa ABa (0T YeTnmpute)
aHOpManHM WAN AUNCBAWM A-FN06UHOBKU
reHn, e HocuTen Ha ana¢a Hyna (a)
manacemus, n3BecTeH CbLLUO KaTo
npumexcaeauw; MUHOPHA ¢opmMa Ha a-
manacemus. XopaTa C TOBa CbCTOAHME MOXe
[la MaT yepBeHU KPbBHU KNETKW, KOUTO Ca
no-mManky OT HOPMAaJIHOTO (MUKPOLMTO3a) U
MOHAKOra MHOFO Jieka CTeneH Ha aHeMus.
O6VKHOBEHO Te HAMAT APYrM CUMNTOMW, HO
Morar Aa npejajaT Ta3n yepTa Ha geuata cu.

3. CbCTOAHMETO, NPWY KOETO AeTeTo Hac/eidBa
camo eauH GyHKUWOHaNneH a-rnobrHOB reH u
Tpu (3) Avnceawm WaM aHoOpManHW TakvBa OT
poanTennuTe Cw, Cce Hapuya 6osecm Ha
xemo2n106uH H (HbH). ToBa e mexanHHa ¢opma
Ha a-TasaceMmst MO OTHOLLUEHME Ha KAMHMYHATA
TeXeCT 1 Ce XxapakTepusmpa C MOBULLIEHA
XemMo/in3a WaM paspyllaBaHe Ha u4epBeHUTe
KPBbBHU KneTkn. [lpu3HaumTe ” CUMMTOMUTE
MoraT fja Bapmpart OT yMepeHa 10 TeXKa aHeMus,
MOXbATSABAHE Ha o4YnTe K KoXXaTa (KbATEHULA)
1 yronemsaBaHe Ha Jasiaka.

CnepoBatenHo, nuua ¢ HbH 6onectta moxe Aa
ce HYXZaaT OT KpbBOMpesnBaHe, npoc/ieasBaHe
N MeANLIMHCKN Npernes BejHbX roguilHo. Tesn
nmua  TpabBa  fJa  6bAaT  O6rpMKBaHW B
eKCNepTHU  XemaToJIOTUYHK  LIeHTpoBe  WIn
KAWHWKW, OT JieKkapyu C MO3HaHuUA W OnuT B
pa3no3HaBaHeTO U CMPAaBAHETO C YCI0XHEHVAT],

CBbpP3aHN CbC 3abonsiBaHeToO.

4. Yetmpw naunceawi WAM  aHOPManHW Q-
rMOBUHOBM reHa BOAST A0 CbCTOSHWE, U3BECTHO
KaTto xudponc ¢pemanuc, cuHopom Ha Hb Bart
unu kamo a-thalassemia major.

ToBa CbCTOSIHME MPUYUHABA TeXKa aHeMus,
KOSATO 3acsara naoga, AoKaTto e BCe oOule B
yTpobata n 06VKHOBEHO BOAM [0
npexzaeBpemMeHHaTa My CMBPT oOle npean
paxzaHeTo WAM [0 CMBbPT Ha HOBOPOAEHOTO
CKOpo cnep paxaaHeto. CnHApomMbT Ha Hb Bart
MOXe CbLLO Aa NPUYMHN CEPUO3HU YCNOXHEHNS
npy XeHWTe MO BpemMe Ha bpemMeHHOCT,
BKNHOUNTENHO BMCOKO KPBBHO HansraHe
(Npeeknamncus), NpexgeBpeMeHHO paxziaHe n
Heobu4anHO kbpeeHe. CnefoBaTeNHO PAHHOTO
OTKpMBaHe W MpeBeHUMA Ca OT CblUeCcTBEHO
3Ha4yeHve B Tasn cUTyaums.

KOV E N3JT0XKEH HA PUCK OT a-TAJIACEMIAAI?

Anda (a-) TanacemuaTa MOXe Aa 3acerHe nvua
OT BCAKA HaAUWMOHAMHOCT W  eTHW4Yecka
NPUHaANEeXHOCT. Bbrnpekn 4ye ce cpewa B
noseyeTto nonynaumn nNo cBeTa, T9 € HaW-
LWVPOKO pas3npocTpaHeHa B ban3kma un3TOK,
FOronstouHa A3us v HAKOMN
CpeAn3eMHOMOPCKM CcTpaHn. CUHAPOMDBT Ha
Hb Bart n 6onectta HbH ca pa3nosHatn
npearmMHo B FOronstouHa Asns.

MNpubAN3NTENHOTO  Pa3npocTpaHeHVe  Ha
cnHapoma Ha Hb Bart B FOromstouHa Asugd e 1
Ha 200-2 000" paxaaHus, J0oKaTo
pasnpocTpaHeHMeTo My B JApYyrM 4acTu Ha
cBeTa 0 MOMEHTa He e N3BEeCTHO.

YBennyeHata MUrpaums Ha xopa OT ParioHu ¢
NO-BMCOKO PasnpoCTpaHeHVe Ha a-Tasacemus
JoBeje A0 TMOCTOAAHHO  HapacTBaHe Ha
HapyLleHnaTa Ha anda-rnobuHa B
CbeAVHEHVTE WAtV 1 ApYyry 3anagHu CTpaHu,
KakTo n B cTpaHute ot CeBepHa EBpona.
Bbnpekn ToBa, NpoyyBaHVATa Nokassar, Ye a-
TanacemMusiTa e Bce OLle HeJoCTaTbyHO fobpe
pasno3HaBaHa n HeAOoCTaTbyHO
AVAarHoCcTULUMpaHa B Te3n CTpaHu.
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