CKPWHUHT € Kanka KpbB UspaHue
3a BalleTo HoBopoaeHo bebe § 2020

Bulgarian translation of Newborn blood spot screening for your baby.

[pe3 nbpBaTa cefMumLa Clief paXkaaHeTo e BM bbae npennoxeH
CKPUHWHIOB KPbBEH TecCT 3a BalleTo bebe.

3awo TpabBa pa 6bpat nscnepBaHu bebertata?
KpbBHMAT CKPUHMHI Ha HOBOPOZEHM NO3BOJISIBA YCTAHOBSABAHETO Ha
penKu, Ho cepno3Hn 3abonsaBaHumS.

[NoBeueTo oT M3cnepBaHunTe bebeTa He cTpapaT oT Te3n 3abonaBaHug,
HO 3a MasnKkoTo, NpX KOUTO BbAAT yCTAaHOBEHMW TakMBa, PAHHOTO NevyeHune
MOXKe Aa Nofobpun CbCTOAHNETO U fa@ NPeAoTBPaTU TEXKN YBPeXAaHUS
N LOpPY CMBPT.



3a KaKkBO ce uscnepBaT HoBopoaeHUTe?

3a Bcnuku bebeta B CeBepHa VipnaHans ce npefnnara CKpUHWUHE 3a LWeCT
HaciefnCcTBEHU MeTabonnTHK 3abonasaHnga (HM3), BpogeH xunotupeonanssm
(BX], knctnuna pmbposa (KD) n cbpnosmaHo-kieTbyHm Hapywenusa (CKH).

HacnepcTtBeHu MeTabonuTHU 3abongasaHus

BaxHo e npu MbpBa Bb3MOXHOCT [a yBEAOMUTE MEAMLMHCKOTO IULE, aKo B
CEeMEeNCTBOTO BM MMa Cilyyau Ha Hacle[CTBeHN MeTabonnTHY 3abonaBaHns
(HM3] (Bx. cTp. ). BebeTata npemuHasaT ckpUHUHT 3a wecT HM3. A nmerHo:

e deHunketonypus (OKY)

e neduunT Ha cpeaHoBepuxHa aumn-KoA nexugporerasa (MCADD)
e (onecT Ha .ypuHa kaTo kneHos cvpon” (BYKC)

e wn3oBanepuarosa aungemus (MA)

e rnyrtaposa aumaypus in 1 (FAT)

*  xomouucTHypus (Hepearvpauwa Ha nupuaokcuH) (XLLY)

[MpnbnuantenHo 1 Ha 5000 bebeTa, poaeHn B CesepHa pnanaus, ctpagat
oT ®K, a 1 Ha 10000 - ot MCADD. [Ipyrute 3abonsiBaHus ca no-peaku 1 ce
cpeuwat npun 1 Ha 100000 - 300000 beberTa.

bebetaTa ¢ Te3n 3abonaBaHma He MmoraT La ycBodBaT onpejesieHn BelleCTBa
B XpaHuTe. Ako He 61:,an NlekyBaHW, Te MOraT BHe3arnHo fa pasBndaT Cepro3Hn
bonectn. CumnToMnTe Ha 3abonaBaHuaTa ca pas3ind4Hn, KaTo HAKOW

Morart fga 6'b,£I,aT KMBOTO3acTpalWaBalwy nian na BOAAT LO TEXKUN I'IpO6J'I€MI/I

B pa3BUTKETO. Bcnuku te morat na 6b,ﬂ,aT JleKyBaHW 4pe3 creumnanHo
Ha3Ha4dYeHa AneTa, pa3jiMdyHa 3a BCAKO OT nMocoveHunTe 3a60)’|9|BaHI/I<F|, a Morat
aa 6b,ﬂ,aT BKJIIOYEHW N AOMNBAHNTENIHW NeKapCTBEHW MnpenapaTun.

Ako bebeTaTa He bblaT NOANOXEHN HA CKPUHWHT, @ BMOCNEACTBUE Ce YCTaHOBY
HM3, Moxe aa e TBbpAe KbCHO 3a NOBANSBaHE Ypes cnelunanHata ameta.



BpOAEH Xxunotnpeonausbm

CpenHo 1 Ha Bceku 2000 bebeta, pogerun B CeBepHa Vpnanaua, ctpagat ot
BpofeH xunotupeonansbm (BX]. Bebetata ¢ BX nMaTt HepocTur Ha xopMoHa
TUPOKCKH. Be3 To3n XopMOH Te He MoraT fja pacTaT NpaBWIHO U MoraT fia
Pa3BUAT Cepuo3Hu, HeobpaTuMu GU3NYeCcKn 1 YMCTBEHM YBPEXAaHMS.

[lpoBexaaHeTo Ha CKpUHMHIa no3sondasa bebetaTa, cTpamawm ot BX, aa
nosy4at paHHO NeyeHne ¢ MefiIMkaMeHTV C TUPOKCHKH, KOETO NpefoTBpaTaBa
TEXKM YBPEXAAHNS 1 M N03BOSISBA i@ Ce pa3BuBaT HopManHo. Ako He bbaat
NOAJTIOKEHWN Ha CKPUHWMHT, @ BNocneACTBMe ce ycTaHoBK BX, Moxe na e TBbpae
KbCHO 3@ NpefoTBpaTABaHe Ha CEPVO3HM YBPEXAAHNS.

KucrtosHa ¢pubposa

CpenHo 1 Ha Bcekn 2500 bebeTa, poneHn B CeepHa Vipnanaus, ctpagat oT
kmcTosHa ¢ounbposa (KD). Tosa HacnencteeHo 3abongsaHe Moxe [la 3acertHe
XxpaHocMunaHeTo v benute apobose. Bebetata ¢ KO mMoxe na He Hapnasat
nobpe 1 yecTo fa cTpafat oT benoapobHu nHPekLmu.

[MpoBex/aHeTo Ha CKpMHMHIra no3sonsea bebetata, cTpagam ot KO,

Aa Noay4aT paHHO Jle4eHne C BUCOKOEHepruiiHa ueTa, MefukamMeHTy

v usnoTepanusa. Bonpekn ve geuata ¢ K Bce nak moraT fa pa3suaT
cepuo3Ho 3abonasaHe, cumnTa ce, 4e PaHHOTO Jle4eHMe MOXE Aa VM NOMOrHe
3a eAVH NO-AbNbr U 34paBOCI0BEH XMWBOT.

CkpuHMHIBT 3a KO BKItoYBa M3cneABaHe Ha Hakoun bebeTa 3a Hal-yecTuTe
reHeTUYHW U3MEeHeHNs, KOUTO MPUYMHABAT TOBa CbCTOSIHMeE. ToBa 03HayaBa,
Ye CKPMHWHIBT MOXe Aa yCTaHOBW [ann Te ca reHeTuYHun Hocutenn Ha KO.
Moxe fia ce HanoxaT LOMbAHUTENHM U3CNeABaHNS 3a yCTaHOBsABaHe fanu
ca 34paBu HocuTenw, unn umat npossnerus Ha KO. CKpUHUHIBT He 3acKya

BCNYKN HOCUTENN.




C'banBVIAHO-K.HET'b'-IHVI HapyLwieHud

Mo-manko ot 1 Ha Bcekn 10000 bebeTa, poneHun B CeBepHa VpnaHans,
CTpajart OT CbpnoBUAHO-KNeTbYHM HapyleHnusd (CKH). Tean HacnencTsern
3abonsBaHns 3acarat YepBeHUTe KPbBHYM TeNLa, KOUTO NpeHacaT kncnopoaa
B TAN0TO. YepBeHUTe KPbBHM Tenua Ha bebetata cbe CKH morat aa
npupobmaT cbpnosuaHa dopMa 1 Aa 3anylaT ManknTe KPbBOHOCHW Cb0BE.
ToBa Moxe Aa gosefe A0 DOSKOB CUHAPOM M yBpeXAaHe Ha TAN0TO Ha
bebeTo, cepMo3HN MHPEKLMK 1 AOPU CMBPT.

CkpuHuHIbT No3sonasa bebetata cbe CKH ga nonyyat paHHo nevetwe,
BKJItOYBALLO MMYHM3ALMM 1 aHTMBMOTNLMK, KOETO, Hapen ¢ obyyeHneTo Ha
poAuTenuTe, MoMara 3a nNpefoTBpaTsaBaHe Ha Cepuo3HKM 3abonasaHmsa v
ocurypsiBa Ha geliata No-34paBoCiOBEH XUBOT.

CKPUHWUHIBT MOXe Aa yCTaHOoBM fanun bebeTaTa ca reHeTUYHM HOCUTENN Ha
CKH wnu Ha npyro HeobnyaHo HapyleHne Ha YepBeHUTE KPbBHM Tenua.
HocuTenuTe Ha CbpnoBMAHO-KNETbYHW HapyLLUeHWS ca 34paBu U He ce
HY>XAadaT oT NeveHve. Bbnpeku ToBa npu Tax MoraT Aa Bb3HUKHAT npobnemu,
B C/ly4alt ye TAN0TO MM He Nofly4aBa AOCTaTb4YHO KUCAOPOL, HanpuMep npwm
npunaraHe Ha aHecTe3ud. B pefikv cayd4an CKPUHUHIBT yCTaHOBABa U ApYrK
3abongBaHung, KaTo HanpuMep Tanacemus (Texxko 3abongsare Ha kKpbBTa). 3a
Te3n feua e Heobxo4MMO NledeHne 1 rpuxa npes Leans XK1BOT.




KakBo ce cny4yBa, ako B ceMelUcTBOTO UMa ciiy4yaum Ha HM3?

[py NbpBa Bb3MOXHOCT NpeAn paxaaHeTo Tpabsa fa yBegomMute
NIeKYBaLLOTO B MEAMLMHCKO fnue (rvHekonora wnu akylepkara), ako BbB
BaLLETO MM B CEMEMCTBOTO Ha BalUMsA NapTHLOP MMa ciayydan Ha HM3.
Moxe fa bbaeTe HacOYeHW 3@ KOHCYNTaLMA C FeHeTUYeH CheLnanucT,
KOWTO LLe MOXe [ja OTrOBOPUW Ha BbMPOCUTE BM UM C KOroTo Aa obcbauTe
NpUTECHEHMATA CU.

Moxe fa nonyymTe CbBET 3@ paHEH CKPUHUMHT Ha bebeTto BU. IHdopmaunaTa,
KOATO LLle MOy4YnTe 3@ PaHHUSA CKPUHWHT U 33 BCMYKO, KOeTo TpsibBa

[la HanpaBwuTe cnef paxaaHeTo Ha bebeTo Bu, e bbae BNncaHa B
MeaNLMHCKMS BM KapToH, Bo4eH npe3 bpemeHHoCTTa.

Ako 6bie npenopbYaH paHeH CKPUHUHT, akyllepkaTta/MeanumMHeKaTa cectpa
e B3eMe Masnka KpbBHa npoba oT neTuukaTa Ha bebeTo BM BbpXy KapToHue
3a KpbBHMW Npobw ¢ Hagnwc .cemeliHa obpeMeHeHocT . ToBa 06MKHOBEHO ce
Cry4Ba B paMkuTe Ha 24 - 48 yaca cnep paxgaaHeTo, a pe3yntatuTe obryanHo
n3nm3aT go 48 yaca oT B3MMaHeTo Ha npobaTa.

BebeTaTa, noAnoXXeHN Ha paHeH CKPUHUHT Npu ceMeiHa
npeppasnosnoXxeHoct kbM HM3, TpsibBa fla npeMUHAT M pyTUHHUA
CKPUHUWHIOB TECT, cylief KaTo HaBbpLUAT NeT AHM.

BebeTtaTa cbc ceMeiHa npeapasnonoXxeHoct KbM HM3 Moxe pa ce
HY)XAAAT OT cneuManeH pe)kuM Ha XpaHeHe cnepf pa)kgaHeTo.

Mpn cnyvan Ha MCADD B cemMelCTBOTO € BaXHO Aa ce rapaHT1pa gobbp
npvem Ha Masko oT bebeto. loHoceHnTe bebeTa cbe cnydam Ha MCADD B
ceMeicTBOTO TpsibBa fia ce XpaHAT Ha BCeKM YeTUpW Yaca cnep paxaaHeTo,
a HepgoHoceHUTe bebeTa - Ha Bcekn Tpu Yaca. Ako kKbpMmuTe bebeTo cu,
“MMa cneunduYHM pUckoBe Npe3 NbpBUTE 72 Yaca cnep paxaaHeTo nopagu
KOIMYeCTBOTO M CbAbPXaHMeTO Ha KbpMaTa npes To3u nepunog,. Mo tasu
NpUYnHa ce NpenopbyBa KbpMeHUTe bebeTa ga nonyyasaTt gobasku oT
afanTvpaHo MASKO, LOKATO KOAMYeCTBOTO Ha KbpMaTa ce perynmpa.



KakBo npepcraBnsiBa TeCTbT € Kanka KpbB?

KoraTto bebeTto BM cTaHe Ha NeT AHW, akylwepkaTa Unu MeauLMHCcKaTa cectpa

e bolHe NeTMykaTa My CbC CneunaneH MHCTPYMEHT, 3a [la B3eMe Kanynum ot
KpbBTa My 1 Aa r'v NocTaBu BbpXy kapToH4Ye. boluBaHeTo Ha neTuykaTa MOXe fa
e HenpusaTHo 1 bebeTo MoXe Aa ce pa3nnave.

Kak Mo)xeTe pa noMorHere?
e [lorpmxeTe ce Ha bebeTo fa My e Tonno n ygobHo.

e bBbbaere rotoBuM fia HaxpaHUTe U/Mnn aa rylwkaTe
bebeTo.

e  lHdbopmauymaTa, koeTo Le bbAe BNMcaHa B
KapToOH4YeTO C KpbBHaTa npoba Ha BaweTo bebe,
e Ba)XkHa, 3aToBa NpoBepeTe Aanu T8 e BApHa.

HeobxoanMMmu nu ca NoBTOPHU KpbBHU Npobu?

B Hsikow cnyyawm akywepkaTta v nekyBalLMAaT 1ekap MoXe Aa ce CBbpXe C
Bac 1 a MOMOJN 3a BTopa KpbBHa npoba oT neTnykaTa Ha bebeto. MNpnunHaTta
3a ToBa MOXE [a € Hef0CTaTbyHO CbbpaHa KpbB MbPBUS MbT MU HETOYEH
NbpByM pe3ynTat. BropuTe pe3yntatm obMKHOBEHO ca HOpManHM.

CKPUHUHIBT e npenopbyuTeneH

[MpoBexaaHeTo Ha CKPUHUHT Ha BalleTo bebe 3a Te3n 3abonsBaHNs e CUHO
I'IpGI'IOp'b‘-IVITeJ'IHO, Tbi KaTo MO>Ke fa Cracu >XMBOTa MYy, HO He € 3a4bJIKUTEJIHO.
Mo>keTe pa nsbepete ckpuHuHr 3a CKH, KO unu BX nootpenHo, Ho
CKPUHUHIBbT 32 HM3 BilouBa BcUUKUTe WecT 3abonsaBaHus. Ao He XkenaeTe
6ebeTo BM Ja bbhe nscnenBaHo 3a HAKOW UM 38 BCUYKWM OT MOCOYEHUTE
3abonsBaHus, obcbaeTe ToBa € akywepkaTa. Bcuukn Bawwm pewenmns ce
BMWCBAT B JINYHWA 3[paBeH KapToH Ha 6ebeTo (3apaBHaTa KHUXKKa).

Ako Mucnute, ye bebeTo BU He e BKI0 M3CNefBaHO, FOBOPETe C akyllepkaTa
WNW C NekyBalyms nekap.

Moxke nu TecTHbT Aa 6bAe HanpaBeH NO-KbCHO, aKO NPOMEHS
pelwieHueTo cu?

[a. bebetaTta MoraT ga 6baaT M3cnenBaHu fo 12-MeceyHa Bb3pacT 3@ BCUYKHM
3abonasaHug, ocseH 3a KO (camo 1o oceM-ceiMnyHa Bb3pacT). Bunpeku ToBa
MpU KbCEH CKPUHMHT MOXe [la ce okaxe, Ye e npekasieHo KbCHo 3abonsiBaHeTo
na 6bae noBANSHO Ypes nevyeHne. AKo MMaTe BbNPOCK OTHOCHO Te3M
n3cnenBaHud, obcbaeTe rm ¢ MEAULMHCKOTO JNLE.
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Kak we pasbepa pesyntaturte?

MoBeyeTo bebeTa ca c HOpManHW pe3ynTaTh, KOeTo 03Ha4yaBa, ye e cnabo
BEPOSITHO fa CcTpajaT oT Te3n 3abonasaHus. O6MKHOBEHO MeANLMHCKO NLe
yBeAOoMSsIBa pPoAMTeNnUTe 3a pesynTaTuTe oT CKPUHWUHIA U T BMUCBA B JIMYHUS
3[paBeH KapToH (3gpaBHaTa KHMXKKa) npeamn 6ebeTo fa HaBbPLIM 0CEM CeaMULN.

AKo He cTe nosy4Ymnu pesyntatuTte L0 HaBbPLUBAHETO HA OCEM CEAMULH,
obbpHeTe ce KbM JleKyBaLLms nekap.

3a Manbk bpolt bebeTa pe3ynTaTbT OT CKPUHMHIA 3a efiHO OT 3abonsiBaHuMATa
e nonoxwuTteneH. ToBa He 03Ha4yaBa, Ye Te CTpPafdaT oT ToBa 3abonsBaHe, a

Ye MMaT Npeapa3noioXkeHOCT KbM Hero. HacoyBaT ce KbM creumnanuct 3a
[OMBbAHUTENHW n3cnenBaHns. O6MKHOBEHO BU yBeAOMABAT O TPU-YETUPU
cefMULM cref, NpoBexaHe Ha MbpPBOHAYaNHOTO U3cnefBaHe.

LlenTa Ha ckpuHWHra e aa yctaHoBuM kon bebeTa ca npefpa3nonoxXeHn KbM
Te3u 3abonsaBanusa. CkpuHuHIbT He e 100% ToueH.

KakBo ce cnyuyBa ¢ KpbBHUTE Npobu Ha 6bebeTo MU cnep,
CKpPUHUHra?

Cne,u, CKPUHWHIa KpbBHUTE l'lp06l/1 Ha HOBOPOAEHOTO Ce CbXpaHABAT B
npoabJKEHME HA NOHEe NeT roouHn 1 Morat fa 6bﬂ,aT M3non3BaHM no
pPa3sIM4HN HAYNHN:

e 3a npoBepKa Ha pe3yntatnte Uin 3a gpyrn nacnegBaHnd, npenopby4aHun
OT Ballnd nekap.

e 3anopobpsaBaHe Ha CKPMHUHIOBaTa Nporpama.

® 33 MOHUTOPUHI Ha 0bLLLECTBEHOTO 34paBe M HAayYHU M3CNefBaHuUs,
KOWTO fia MoMorHaT 3a nogobpsaBaHe Ha 34paBeTo Ha bebeTaTa U TeXHUTE
ceMmencTtea B ObegmHeHoTo kpancTeo. CamonmMyHocTTa Ha BaweTo bebe He
ce paskpuBa 3a Te3u Lenu 1 BMe HaMa fa bbaeTe yBe,OMeHN 3a ToBa.

M3non3BaHeTo Ha Te3n KPbBHM NPobU e perynmpaHo B KoLeKC 3a fLeMHOCTTa,
KOMTO MOXeTe fia NoflyynTe oT aKyluepkaTa (B MOMeHTa To3M KOLeKC 3a
CbXpaHeHue 1 onasBaHe Ha KPbBHU Npobu e B Mpolec Ha npepasrnexpaaxe).
MoxeTe fja ro HaMepuTe 1 Ha cnepHus agpec: pha.site/PHEcodeofpractice

Nma n Manka BepoSiTHOCT Hay4HUTe paboTHMLM [a MOoKaHAT Bac UK AeTeTo BM Ja
yyacTBaTe B ObaeLLm NpoyyYBaHUs, CBbP3aHuW C NporpamMaTa 3a KpbBHM npobu.
AKko He XenaeTe fa nony4yaBaTe NOKaHW 3a y4acTve B NPOYYBaAHUSA UM aKo BU
e HeobxogMMa fonbnHUTENHA MHPOPMaALUA, CBbPXETe Ce C akyllepkaTa.
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MecTHa uHpopmauusn:

BCcUUKK pAaHHU 3a KPbBHUS CKPUHMHI Ha HOBOPOAEHUWTE CE CbXPaHsBaT B
CbOTBETCTBUE C M3UCKBAHUATA Ha 3akoHa 3a 3allMTa Ha AMYHUTE AQHHU OT
2018 r. 3a AOMbAHUTEAHA MHGOPMALMSA 3a TOBa Kak AreHLuuMsATa 3a 06LLEeCTBEHO
3ppaBeona3BaHe (PHA) nsnoassa v 3allMTaBa MHPOPMaLUATa BU, pas3rAepanTe
HallaTa AeKkAapauus 3a MOBEPUTEAHOCT Ha

pha.site/privacynotice

Tasu bpoluypa e 6a3mMpaHa Ha AOKa3aHW AAHHW OT aBTOPUTETHU HayUHU
W3CAEABaAHUS U MHEHUSI HA POAMTEAWM U MEAMLIMHCKU AMLA. ApanTrpaHa e 3a
CeBepHa MphraHAUS ¢ paspelleHneTo Ha LleHTbpa Ha nporpamara 3a CKPUHUHT
Ha HOBOPOAEHM Ha OBEAMHEHOTO KPAACTBO U Ce M3MOA3BA MPKU YCAOBUATA Ha
OTtBOpEHMA NpaBUTEACTBEH AULEHS V3.0.

MNocaepHa Npepabotka M. aoekemBpu 2019 .

3a npeBoAM Ha Tasu bpollypa, nonuTtante
akyllepkara UAu nocertete: pha.site/
newbornbloodspot

. Newborn
HSC ,IZUbIIC Health Blood Spot
NS Screening

Public Health Agency
12-22 Linenhall Street, Belfast BT2 8BS. Find us on:

Tel: 0300 555 0114 (local rate). n u .
www.publichealth.hscni.net @ You Tube
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