Kak s mory nomoub cBoeMy pe6eHKy?

« MHbopmupyiiTe Bcex Bpayeit Ballero peGeHka o TOM, YT0 OH
SIBNSETCS HOCUTENEM NpU3HaKa CeprioBUAHO-KIETOUHOCTH.

. anBOD,VITe pe6eHKa Ha BCe NnpueMbl, Ha3Ha4YeHHble ero Bpavyamu.

. Oﬁcynme C BPAayoM U reHeTn4yeCKMM KOHCY/IbTAHTOM HOCUTE/IbCTBO
Npu3Haka ceproBnaHO-KNETOYHOCTA U CEPNOBUOHO-KNETOUHYIO
6onesHb. ﬂpVI N1aHNPOBAHUN CeMbK reHeTUYEeCKMin KOHCYNbTaHT
MOXET 0ObSICHUTL PUCKK ana pe6eHKa.

« 06bsACHSIITe CBOEMYy pebeHKy, UTo Takoe HOCUTEeNbCTBO
npu3Haka ceprnoBUAHO-KNETOUHOCTH.

- Y3HaiiTe, Kak1e HaCTopaXu1BatoLLMe NPU3HAKN U CUMNTOMbI
MOXeT BbI3BaTb $pn3nyeckas akTuBHOCTb. Hocutenu
npu3Haka CeprnoBUAHO-KNETOYHOCTI MOrYT 6e30MacHo
3aHMMaTbCs GU3KyNbTypon 1 cnoptom. O6cyanTe ¢ TpeHepom
1 Bpayom nnaH 6e3onacHbIx TpeHNPoBOK. Hocutenn
npu3Haka cepnoBUAHO-KNETOUHOCTI AOMKHbI MUTb MHOTO
BOfbl BO BPeM$ 3aHATUIA CMOPTOM M NpN HEO0OXoANMOCTH
Aenatb nepepbiBbl. HaLMoHanbHas yHMBepCuTeTCKas
cnoptueHas accoumaums (National Collegiate Athletics
Association, NCAA) B HacTosILee BpeMs TpebyeT, uTobbl
BCE CTYAEHTbI-CNOPTCMEHbI MPOXOAN/N TECT Ha Hanune
CeprnoBUAHO-KNETOUYHON 60Ne3HN A0 Hauana CMopTUBHbIX
3aHSATUIA UM Y4aCTUS B CMOPTUBHBIX COPEBHOBAHMSX.

« Hocutenn npusHaka cepnoBUAHO-KNETOUHOCTU AOMKHbI

co06LaTb CBOEMY Bpayy 0 HasMuMu Takux CUMNTOMOB, Kak
KpOoBb B Moye. OHM Takxe A0MKHbI CO0BLATh O TPaBMax ras.

lae moxHo nony4yuTb AOMNO/THUTE/IbHYIO
umpopmaumo 0 HOCUTE/IbCTBE NMPU3HAKa
CepnoBUAHO-KNETOYHOCTU?
« Obpatntech K:
— CBOEMY Bpauy;
— Bpayy BaLuero pebeHka;
— FEHETUYECKOMY KOHCYNbTaHTY.
« [ocetute cnepytowme Be6-caiTbl C N0ONE3HON MHOPMALMEIt:
— LleHTpbl no koHTponto 1 npodunakTuke 3aboneBaHuii
(Centers for Disease Control and Prevention) — What You
Should Know About Sickle Cell Trait (410 cnepyer 3HaTb
0 HOCUTENBCTBE NMPU3HAKa CEPMOBUAHO-KNETOUHOCTH):
https://www.cdc.gov/ncbddd/sicklecell/toolkit.html
— Nemours® KidsHealth® — HocutenbctBo npusHaka
cepnoBuaHo-kneTouHocTu: https://kidshealth.org/en/
parents/sickle-cell-trait.html
— YnpaBneHue pecypcoB 1 yCayr 30paBoOOXpaHeHust
(Health Resources and Services Administration, HRSA)
— Newborn Screening: Sickle Cell Trait (CkpuHuHr
HOBOPOXZEHHbIX Ha HOCUTENBCTBO NMPU3HaKa
cepnoBuaHo-knetouHocTu): https://newbornscreening.
hrsa.gov/conditions/sickle-cell-trait
- Haumonaanaﬂ YHUBEPCUTETCKasA CNOPTUBHasA
accoumaunst — MHpopmaumoHHbIiA GtonneTeHb Ans
CTYLEHTOB-CMOPTCMEHOB: HOCUTENBCTBO NPU3HAKa
cepnoBuaHo-knetouHoctu (National Collegiate Athletics
Association — A Fact Sheet for Student Athletes: Sickle
Cell Trait): https://www.ncaa.org/sports/2016/7/27/sickle-
cell-trait.aspx

MporpaMMa CKPUHUHra HOBOPOXAEHHbIX

(Newborn Screening Program)
Wadsworth Center
New York State Department of Health
120 New Scotland Ave
Albany, NY 12208
nbsinfo@health.ny.gov
(518) 473-7552, ¢ noHeaenbHuKa no naTHuuy, ¢ 8:45 po 16:45
www.wadsworth.org/newborn
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10T NPOEKT peann3yeTcs npu NoaAePKKe
Ynpasnexns pecypcos u ycyr 34paBOOXPaHEHNS
(HRSA) MuHucrepcTBa 34paBOOXPAHEHNS 1
coynanbHoro obecneqenns (U.S. Department
of Health and Human Services, HHS) CLLIA,
Homep rpaHTa: HANMC49259. Cogepxarune
OTPaXaeT MHeHue aBTopa(-oB), KOTopoe
MOXEeT He COBMaaaTh C 0PULNA/IbHOMN TOYKOM
3penunsi n He nogaepxnsatbcsi HRSA, HHS nn
npasutenscteom CLUA (U.S. Government).
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Pe3ynbrat CKpUHWHra HOBOPOXAEHHOTO FOBOPMT O
TOM, YTO Ball pebeHOK SBNSIETCH HOCUTENEM NpU3HaKa
cepnoBuAHO-kNeTo4yHocTu. Y Bawero pe6eHka HET
CeprnoBUAHO-K/IETOYHOI 6one3Hu. ITa nHdopmauus
MOXeT ObITb MONE3HOW A/ BAC W Ballei CeMbM.

UYro TaKoe HOCMTENIbCTBO NPU3HaKa
CepnoBUAHO-K/ETOYHOCTU?

HocuTenbCTBO Npu3Haka CeprnoBUaHO-KNETOYHOCTU He
03Hauvaer, uTo yenoBek 60/1eH. JTo6oi YenoBek MOXET ObiTb
HOCMTEeNeM npu3Haka CeproBUAHO-KNETOUYHOCTH. ITOT NPU3HAK
nepepaetcsa pebeHKy oT pogutens (Hacnepyertcs). Hocutenm
npu3HaKa CePNoBUAHO-KIETOUYHOCTU 0ObIYHO SABASIOTCS
3040POBbIMM NtOABMU. JTI0AN POXAAIOTCS C NPU3HAKOM
CepnoBUAHO-KNETOYHOCTU, U OHU BCHO XWN3Hb 6y/1yT HoCcuUTensamMun
3TOro nNpu3Haka. M Henb3s 3apa3nTbCs 0T KOro-1m6o.
Hocutenbcto npu3Haka CepnoBnaHO-KNETOHYHOCTN He
nepexoauT B CEPrOBUAHO-KNETOUHYIO 60/1e3Hb.

B ueM pa3HuLia MeXAY HOCUTEIbCTBOM
NpU3HaKa CepnoBUAHO-K/IETOUHOCTU U
CepnoBUAHO-K/1ETO4HON 60N1e3HbI0?

HOCUTE/IbCTBO NMPU3HAKA CEPMOBUAHO-KNETOYHOCTHU

« HocutenbCcTBo Npu3Haka ceprnoBUaHO-KNETOYHOCTU 0ObIYHO He
BbI3blBaeT Npo6/ieM CO 300poBbeM. bonbLUMHCTBO HOCUTENE
npu3Haka CeprnoBUAHO-KNETOYHOCTI HE 3HAOT O TOM, YTO
OH Y HUX eCTb. B pefikux cnyyasx y Hocuteneii npusHaka
CEpNOBNAHO-KNETOYHOCTI MOTYT BO3HUKATb CUMNTOMbI BO
BPEeM$ MHTEHCUBHOW Harpy3ku Ha OpraHu3m, Hanpumep:

— NPV MHTEHCUBHOI GU3NYECKON aKTUBHOCTN MW aKTUBHbIX
3aHATUSX CMIOPTOM;

— NpY HeAOCTAaTOYHOM NOTPEBAEHUN KUAKOCTU
(06e3BOXMBaHMK);

— NPY Pe3KNX N3MEHEHUSX BbICOTbI Haf YPOBHEM MOPS,
Hanpumep BO BpeMs ry60KOBOLHOIO AaiBNUHIA MK
noabema B ropbl.

« CUMMNTOMbI MOTYT BK/ItOYaTb MbILLEUHYO 60/1b, yBCTBO
YCTanoCTu, KPOBb B MOYE M (MM) yUaLLeHHOe JbIXaHue.

CEPMOBUAHO-KNETOYHASA BOJIE3Hb

- CepnoBnaHo-KneTo4YHas 601e3Hb SBNSETCS CEPbe3HbIM
3a60neBaHneMm KpoBw. Y Nilofei ¢ CepnoBUAHO-KNETOYHO
60N€e3Hbl0 YacTo OTMEeYaeTCst XPoHNYeckas 60/b U BO3HMKALOT

ﬂpOﬁﬂeMbl C MEYEHbIO N ceneseHkoit. Takxe Y HUX Habnopaetcs

HU3KOE KONNYECTBO 3pUTPOLMTOB. Takoe COCTOsIHNE
Ha3blBaeTCs aHeMUen. Y Ntofen ¢ CeprnoBULHO-KNETOYHON
60n1e3Hbl0 0TMEYAIOTCS 61eHOCTb, OTAbILKA M ObICTpast
YTOMASIEMOCTb. Y HUX NOBBILLAETCS PUCK PA3BUTUS TAXKENbIX
MHOEKLMIA 1 MHCYNbTOB. JT0AAM C CEepNOBUAHO-KNETOYHON
60/1€3HbI0 MEANLMHCKAs NOMOLLb TpebyeTcsa B TeUeHune
BCEN XU3HW.

Kak yuenoBek CTaHOBUTCS HOCUTE/IEM
NMPU3HakKa CepI'IOBMAHO-KneTO‘-IHOCTM?

« Hocutenem npusHaka cepnoBUAHO-KNETOUHOCTH MOXET ObiTb
4enoBEK /060 PACOBOW 1 STHUYECKON NPUHAANEXHOCTU.
HocutenbcTBo npu3Haka CeprnoBUAHO-KIETOYHOCTY Yallle
BCTpPeYaeTcs y ntofei, Npeaku KoTopbix xunm B Appuke,

Ha Kapubckux octpoBax, B LieHTpanbHow 1 FOXHO AMepuke,
B CPEM3EMHOMOPCKMX CTpaHax, Ha bamkHem BocToke u (unm)
B MHauw.

Y Hac y Bcex ecTb reHbl (nm [1HK), koTopble Mbl yHacnegyem ot
060ux Halwmx 6ruonornyeckux poputeneir. leH — 1o yyacrok
[HK, B KOTOpOI 3aKOANPOBaHbI MHCTPYKLMM NS OpraHu3ma.

M HocuTenbCcTBO NPU3HAKa CePnOBUAHO-KIETOYHOCTH, 1
CepnoBNAHO-KNETOYHasA 601€3Hb BO3HNKAIKOT BCIEACTBNE
M3MEHEHUIA B reHe, KOTOpbIA BbipabaTbiBaeT 6enokK,
Ha3blBaEMbIi FeMOr00MHOM. Y HaC eCTb ABe KOmum 3T0ro
reHa, No OAHOMY OT Kax/oro poantens. lemorno6uH nomoraet
3pUTPOLMTAM NEPEHOCUTb KUCIOPOA, MO OpraHu3my.

HocutenbcrBo npusHaka ceprnoBuaHO-KNETOUHOCTI BO3HUKAET,
Korfia YenoBek poxaaeTcs ¢ 1 HopmanbHo Konven n

1 N3MEeHeHHOM Konueit 3Toro reHa. MHorve ntoau He 3HaKoT, YTo
OHU SIBNSOTCH HOCUTENAMM NMPU3HAKA CEPrOBUAHO-KIETOUYHOCTU.
Pekomerayem 06paTuTbCs K CBOEMY Bpayy M CAeNaTb aHain3
KPOBMU, YTOObI Y3HaTb, ABNSETECH /I Bbl HOCUTENEM NPU3HAKA
CepnoBNAHO-KIETOYHOCTU.

CepnoBuaHo-kneToyHas 6071e€3Hb BO3HUKAET, €C/IN Y YEN0BEKA
€CTb 2 U3MEHeHHble Konuu reHa. CeprnoBnaHO-KNETOYHYO
60/1€3Hb TaK)e Ha3bIBalOT SS-remornobuHonaTtueit unu
CeprnoBMAHO-KNETOYHOI aHeMueil. CylLLecTBYET HECKONbKO
BW0B reMorno61HoNaTuii.

UYro GyaeT 03HauaTb pe3ynbrar 3Toro
aHanu3a gns MeHs n Moei ceMbu?

« Ecv BaL pebeHoK SBNSETCH HOCUTENeM Npu3Haka
CEPMOBUAHO-KNETOYHOCTH, 3TO 03HAYAET, YTO Kak MUHUMYM
OfWH poanTENb pebeHKa TaKkxke ABISETCS HOCUTENeM Npu3Haka
CepnoBNAHO-KNETOYHOCTU. AHaNn3 AOMKHbI caenatb 06a
poauTtens. Y3Haiite y CBOero Bpaya, kakie aHann3bl He0OXoanMo
CAaTb Ha BCE BULbI reMOrNoOMHOMaTHi (He TONbKO Ha
HOCWTENbCTBO NPU3HaKa CepnoBMAHO-KneTouHocTH). O6cyanTe
pesynbTaTbl C BPAUOM WM FEHETUYECKIM KOHCY/IBTAaHTOM.
AHanu3bl Ha HOCUTENBCTBO NPU3HAKA CEPMOBUAHO-KIETOYHOCTH
MOMOTyT BaM MOHATb, €CTb /I BEPOSTHOCTb HA/IMYNSA Y BALLIETO
pebeHKa ceproBUAHO-KNETOUHO 60n1e3HM. AHanu3bl Ha
HOCUTENbCTBO NPU3HAKa CEPOBUAHO-KNETOYHOCTY W Apyrue Buabl
remorno6buHoONaTin MOryT CAaBaTb /II0AM B 1060M BO3pacTe.

« BeposiTHOCTb TOTO, 4TO POANUTEND, KOTOPLIKA SBASETCS
HOCUTENEeM NPU3HAKa CEPMOBUAHO-KNETOYHOCTH, Nepeaact
HOCMTENbCTBO NPU3HAKa CePrOBUAHO-KNETOYHOCTU BCEM
cBouM feTam, coctaBnseT 1u3 2 (unm 50%). 310 kak WwaHc
npu noabpacbiBaHMM MOHETbI.

« Yto6bl pebeHok poaunncsi ¢ 6one3Hbio, 06a poanTens LOMKHbI
6bITb HOCUTENAMM NPU3HAKA CEPMOBUAHO-KNETOYHOCTN (UK Y
HUX JOMKHa ObITb Apyras remornobuHonaTms).

« Ecnn o6a poautena aBnarTCAa HOCUTENAMU NPU3HaKa
CepnoBUAHO-KNETOYHOCTN, BEPOATHOCTb TOrO, YTO...

—y ux peberka byaeT cepnoBnaHO-KIETOYHAs 6ONE3HD,
coctasnsiet 113 4 (unm 25%);

— 1x pebeHok byaeT HocuTeNneM npu3Haka
CeprnoBUAHO-KNETOYHOCTH, coctaBnseT 1u3 2 (unm 50%);

-y ux pebeHka He GyneT cepnoBUAHO-KNETOYHOIA
60n1€3HM UK 4To X pebeHOK He ByaeT Hocutenem
npu3HaKa ceprnoBIUAHO-KNETOYHOCTH cocTaBnsieT 1us 4

(nnn 25%).
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KNeTOYHOCTH

UCTOYHUK: https://www.cdc.gov/ncbddd/sicklecell/documents/
factsheet_sickle_cell_trait.pdf

« Mbl He MOXEM M3MEHUTb HaLUW FeHbl N He MOXEM peLLaTb,
KaKwe reHbl nepefasatb pebeHky.

Korpa moero pe6eHka npoBepsnu
Ha HOCUTE/IbCTBO NMPU3HaKA
CeproBUAHO-K/IETOMHOCTU?

« Bce metu B wrate Hblo-Mopk MpoXoasT CKPUHUHE Ha MHOTMe
3a6oneBaHust. Takol CKPUHUHT NPOBOAMTCS B PaMKax
[Tporpammbl ckpuHuHra HoBopoxaeHHbIX (Newborn Screening
Program). [Ins CKpUHWHIa MCNOMb3yOT HECKOMbKUX Kanenb
KpOBW, B3ATOI M3 MATKK BCKOPE nocsie poxaeHns. CKPUHNHN
BK/OYAET aHaNN3 Ha CePNOBUAHO-KNETOUHYIO 60M1€3Hb.

ITOT CKPUHMHT Takxe No3BONSIET BbIABUTL AETEN, KOTOPbIe
SBNAOTCA HOCUTENSMU NPU3HAKA CEPMOBNLHO-KNETOYHOCTU.

« JTOT aHaNu3 ABNAETCH CKPUHWHIOBBIM. [18 NOATBEPXKAEHNS
€ro pesynbTaToB HE06XOAMMO CAeNaTh AOMOMHUTEbHbIE
aHanm3bl. 06cynuTe 310 C BpayoMm Ballero pebeHka.
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