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JleB AmMOuHaep,

NMPE3UAEHT PYCOOHIA,

YJIEH COBETA NPU NPE3UAEHTE PO

Nno PA3BUTUIO FPAXXAAHCKOIO OBLLECTBA
U NPABAM YEJIOBEKA (CMNY),

YJIEH COBETA NPU NPABUTEJIbCTBE P®D

Mo BONMPOCAM NONEYUTENIbCTBA

B COUUAJNIbHON COEPE

KT0 B 1OME
XO3AUH?

Y ®epepanbHOrO perucTpa
HeT pyKoBoguTes. U He Oyet?

CeroaHs — nocnepHuii ,eHb KOMMEHTapueB

K NpoeKTy noctaHoBneHus Npaesutenscrea PP

0 dGUHaAHCUPOBaHMM PAcXOA0B A0OHOPA Ha NPo-
e3a KMecTy 3ab0opa KOCTHOro Mo3ra u oépar-

Ho. MpoekT nogroroeun Muusapas. PycdoHa

n HauuoHanbHbIN PEerncTp A4OHOPOB KOCTHOIO
mo3raumenun Bacu NepesowmkoBa (HaumoHanb-
Hbii PAKM) oTnpaBunmn 3amevyaHuns n npepsioxe-
Hus Haregulation.gov.ru. JleB AMGuHAEP KOM-
MEHTUPYET 3TOT AOKYMEHT, a TaKKe peakLmio
HdenaptameHTa 3apaBooxpaHeHus NMpasutenb-
ctBa P® Ha oGpaweHue Pycdonga 20 uions

K BULe-npemMmbepy TatbsaHe NonukoBoii. 06a po-
KyMeHTa B3aMMOCBS3aHbl U CBUAETENIbCTBYIOT:

y ®epepanbHOro permctpa gaxe Asa xo3siHa —
MuH3ppas u depepanbHoe Meauko-6uonornye-
ckoe areHTcTBO (PMBA). U oHM HUKaK He onpeae-
naTCH, KaK MHTerpuposaTtb HaunonanbHbiin PAKM
B ®epepanbHbIii perucTp.

CHayaja 0 peakI MM IIPAaBUTEJILCTBEHHOIO Je-
rmaprameHTa. Jlsa Mecsna Hasazg Pychons o6paruiicsa
K BUIle-TIpeMbepy TaThbstHe [OJIKOBOI C ITPOCHOOI BMe-
LIaThCA: yTBep:kIeHHbIe [IpaBuTesibcTBoM PO [TpaBuia
BefleHUA PelepaIbHOTO PerucTpa UCKIIOYaIN PaBHO-
IIpaBHOE Hap:AJy C TOCydpexIeHuAMU ydactue Hanmo-
HahHOTO PIIKM B pa3BUTHU JOHOPCKOM 6a3bl Poccuu.
16 Mas Bune-ipeMbep nopyumwia PMEA B MeCcAUHBIN
CPOK «PacCMOTPETh U JOJI0KUTh KOHCOIUIUPOBAHHOE
pellleHe, IIPX HEOOXOAMMOCTH C HODMATHUBHBIM IIpa-
BOBBIM aKTOM». MUHYJIO iBa MecAna. ITo Hamum faH-
HBIM, flokJI1as1a PMFBA emfe Het. [IpaBuia mo-mpesxHeMy
ucksrouaroT Harmronanbubeiir PIKM 13 yrcia mocras-
mukoB PeslepaIbHOTO perucTpa ¢ IIpaBoM Ha Focyap-
CTBeHHOe (PMHAaHCUPOBaHUE.

20 urosa Pychons 06paTHiICA C HOBBIM IIHCEMOM
k Tatpane TonmkoBOM. /I pacckasaa o HyJIeBOM pe-
3ysbTaTe neperoBopoB ¢ ®PMBA u cripocui, He MOXeT
JIV IPaBUTEIBCTBO PELIUTh BOIIPOC 0 PUHAHCHPOBA-
uuu HanmmonansHoro PZIKM B 2023 rozy? B ®MFBA nosa-
TaloT, YTO KKBIM yIaCTHUK pa3Butus PemepaabHOro
perucrpa JopKeH caM 00paInaThCs ¢ 3aABKaMU B IIpa-
BUTEJILCTBO Ha CyOcuayu B 2023 rofty. ATeHTCTBO CBOIO
3aABKY yoKe ITofas1o0. Tak xe Jie TocTyInuI 1 MUH3Ipas.

HerocyzmapcrBeHHOe IpoucxoxgeHre Hanmonans-
Horo PIIKM crenano ero KpynHeHIINM PerucTpoM
crpansl (68 398 1oHOPOB). Ho 0HO ke ChITpasio AypHyIo
uryTKy: ®MBA 1 MuH3paBy OH HeMHTepeceH, XOTA J10-
HOPBHI Halllero HeKOMMePYeCKOro PerucTpa Bocrpe6o-
BaHBI BCEMHU LIEHTPAMU TPAHCILUIAHTAIIUU KOCTHOTO
Mosra Poccun u emre 14 crpas. f coobImas BuIie-pe-
Mbepy [0JINKOBOI: eciu ToCyIapcTBO MPOPUHAHCUPY-
eT B 2023 rozy cBoux crpoutenieii PemepasbHOTO pe-
rUCTpa U 060IeT ctopoHoit HanronansHbIit PIIKM,
To GirarorBoputesu PychoH/1a OTKXKYTCA ero Ioziep-
KaTh. /I HUX TAaKOM 060POT O3HAYAET OJ[HO: TOCYap-
cTBy He Hy>keH HKO-peructp.

Tak BOT, He IIPONUIO U HeJeNld, Kak JlermapraMeHT
31paBooxpaHeHus [IpaBurenscTBa PO orpearnposai:
3amzaupexTopa ApreM TapaceHKo oTmucasn obpare-
Hue Pycdona o6parao B PMBA u 3a01H0 B MUH3PaB,
Muwunroct, MuaUH, MuaskoHOMpasButys PO ¢ mpock-
601 «PacCMOTPETh U O pe3yJIbTaTax MPOUH(YOPMHUPO-
BaTb aBTOPAY.

[a gurras iu Boobiie Aprem MropeBud obpaiieHre
Pycdonza? 3HaeT i1 0 HeHCIIOIHEHHOM IIOPYYeHUY BU-
ne-pembepa? He ncnonHeHHBIM TeM caMbIM OMBA?

A Temepb O IIPOEKTe IIOCTaHOBIeHU:A [IpaBuTesb-
crBa PO 06 ortate pacxozioB JOHOPA Ha IIPOE3], K MeCTy
3a060pa KOCTHOTO M0O3ra ¥ 06paTHO. [IpOeKT ITOATOTOBILI
Mun3zapas. U Bce Gb HUYETO, 1a MHOTO BOITPOCOB. [1pes-
JIaraeTcs BO3JIOKUATD PACXO/bI Ha II@HTPLI TPAHCILIAHTA-
[IMY KOCTHOTO Mo3ra. Kak aTo OyzieT BBINIAIETh Ha IIPaK-
trKe? Ko 3akaxeT 6wteThI? Bpau? Ho Kak OH UCIUCTUT
PeaIbHYI0 CTONMOCTb ITPOe3/ia TyZia ¥ 0OPATHO?

Hert, nopsanok npegycMaTpuBaer «IIpefoCTaBlIeHue
CPeZCTB OHOPY». To eCTh KIIMHUKA IIepeIUCInT JeHb-
T 106poBOJIBbIY? HO KAaKOB IOPAIOK IIPEIOCTaBICHIA
cpezcTB? CpeJTHNI HOPMAaTHUB CTOMMOCTHU ITPOEKT OIIpe-
nessieT B 8612 py0. B Pychomzie mmosaraiot, 9To HOpMa-
THB 3aHIDKEH, HO 9TO 11os16e1bl. He CoTyIuTCs JTU TaK, YTo
JIOHODY IIPeJIOZKAT Che3IUTh Ha CBOY, a 110 BO3Bpallle-
HUM KOMIIEHCHPOBATh €My 3aTPaThl B COOTBETCTBUU
CIIPOE3IHBIMU JOKYMEHTaMU?

Eciu nmociieHee, TO MBI pacTepseM [0 II0JIOBUHBL
JIOHOPOB. Hammu 106pOBOJIBIEI — 3TO JIIOAU CeMel-
HbIE C OHUM-ZIBYM IeTbMU. OHU, KaK IIPaBUJIO, ’KUBYT
OT 3apIUIAThL O 3apILIaThl, U OIUIATUTD OTU IIepee3bl
JUIS HUX CJI0KHO. CTPOTO TOBOPA, J]a U C KAKOU CTaTH?
KakeTcs, aBTOPBI IIPOeKTa 3a0BIBAIOT IeTaIb, KOTOPas
ompesiessieT BCe IIPOIeCcChl B CBA3KeE «[0OPOBOIEI—
perucTp—KJINHUKa—IIAIueHT». JIOHOp — 3[0POBBIN
YeJIOBeK, OH JJOOPOBOJIBHO U 6€3BO3MEe3THO COMIACII-
CA IOMOYb JIPYTOMY, CMEPTeIbHO G0JIBHOMY YesioBe-
Ky. U Tax xe 106GPOBOJILHO OH BIIpaBe OTKA3aThCA, Jia-
’Ke B CAMBIH TOCJIEHII MOMEeHT — BJIA00PaTOPUH IIPU
BHJIe IUTACTUKOBOTO MEIIIKa MeX JIBYX TPYOOK, KOTOPBIe
yepes KaTeTepsl ITOJKII0UaT K €r0 PyKaM.

U Kak OBITH C OILIATOM IIpOe3/ja COIIPOBOXK/AI0-
miero jauua? K npuMepy, nepBuIM OHOPOM B Harjuo-
HatpHOM PIKM cTasa ieBynika, MaTb KOTOPOH, Bpad,
HaOoTpe3 OTKa3ajlach OTILYyCKATh 0Yb OLHY. A BOT elle:
JIOHOD — MaMa, OHa FOTOBa IIOMOYb He3HAaKOMOMY 4e-
JIOBEKY, HO XOTeJIa ObI Che3UTh BMeCTe C IIeCTHJIETHUM
cbIHOM. He Ha Koro octaBUTh. MBI OILIaYBaeM TaKUe
IIyTelleCTBUA.

Hawm npezcraBiAeTcs JIOTUYHBIM IOPyYuTh PMBA
(GUHaHCHPOBaHUe MTOe3/I0K JOHOPOB, Pa3 OHO OTBe-
yaeT 3a BeZleHue PesepasbHOTO perucrpa. Bee-Taku
KJINHUKUA — OHU PO GosbHBIX. A OefiepaybHBIN pe-
TUCTPp — IIPO 370pOBBIX. EMy BUiHEe, 4TO JIydllle ero
JI0GPOBOJIBIAM.

Mariia xodeT 1OMOU

[IATUMeCAYHYIO IeBOUKY CIIaceT
TPaHCIJIAHTAIUA KOCTHOTO MO3Ta

Mawa BoxmuHa pogunacs B NMepmu.

U BCce naTb MecsLEeB CBOEN KpoLuey-
HOW XXM3HN NpoBesia B 00/IbHULLAX.

Y neBOYKM OCTPbIA MUENoGNacTHbIN
NeriKo3 — pak KpOBU, KOTOPbIV OTNIN-
YyaeTcs BbICOKOI arpeCcCUBHOCTbIO

N TAXeNbiM Te4eHneMm. EanHcTBeH-
HOe crnaceHue — TpaHcnnaHTauus
34,0POBOro KOCTHOro mo3ara. MawmHbl
POAUTENIN TOTOBbI CTaTb AJOHOPaMU,
HO He NoAOoLUIN N0 MEAULMHCKUM MNO-
KaszaHusam. B poccuiickux perucrpax
AOHOpa AJis AEeBO4YKM TOXE He OKa-
3aN0Cb, HO €ro MOXHO HalTU 3arpa-
Huuen. BoT Tonbko rocygapcTeo

He orJiaymMBaeT Nnoasop U aKTUBALMIO
3apy6eXXHOro Ao0HOPa, Kak U AOCTaBKy
TpaHCMJlaHTaTa B KIIMHUKY, a y Boxmu-
HbIX TAKUX JEeHer HeT.

— Bpauu pozioma cpasy 3aMeTUIv Ha Te-
Jie Mamy KpacHYIO CBIIIb U CUHAKU —
U 3a6UJIU TPEBOTY, HAC TTepeBesU B JleT-
CKyI0 GoJIbHUILY. TaM BBISICHUJIOCH, UTO
y IOYKU YBeJIMYeHBbI IIeYeHb U cejie3eH-
Ka, yDOBEHb TPOMOOIIUTOB U FeMOLTIO0U-
Ha B KPOBU OYeHb HU3KUH, a JIEMKOIU-
TOB, HA060POT, CJIUIIKOM MHOTO. A elile
BPayM HAllUIX OITyXOJIeBble KIeTKu. [1pu-
LIJIOCh CPOYHO IIPOBOAUTH IlepeinBaHre
KpPOBU,— paccka3bpiBaeT CBeTyIaHa, MaMa
IeBOYKU.

B 6orpHUIe Malie IOCTaBUIIN IPeJ-
BapUTEJBHBIN IUATHO3 «OCTPBINA MUe-
JIOGJIACTHBIH JIeHKO03». [Tociie MyHKIMYT
KOCTHOTO MO3Ta OH IIoATBepAuIca. Bpa-
YU yTOYHWIN: ¥ MaIy BEICOKUH PUCK pe-
[UIUBA, BO3MOYKHO, ITOHAJOOUTCS TPAHC-
IIaHTanuA KocTHOro mo3ra. Ho B Ilep-
MU TaKUM MQJIEHBKUM JIeTAM IIepecagKy
He JIeJIaloT, II03TOMY JeBOYKY pelInIn
HaIIpaBUTh B OJUH U3 KPYIHBIX dee-
PaJIBHBIX LIeHTPOB. Ee comtacuiucey npu-
HATH Ha JIedeHHe B MOCKOBCKOM Hariro-
HaJIbHOM MEeIUIITMHCKOM HCCIe0BaTeb-
ckoM 1ieHTpe (HMULI) oHKOJIOTMY UMeHU
H.H. BroxuHna.

— Mama emfe HU pa3sy He ObLIa IOMA:
OHA TO B OHOU OOJILHUIIE, TO B IPYTOM.
MBI ¢ My>»XeM Bce BpeM PsIOM, IIOMeH-
eM ZIpyT Apyra B najgate. Ho oueHb xo4eT-

€1 0Ka3aThCs IoMa BceM BMecTe. VI XOmuTh
¢ Mame# He Ha IpoLeLyphl, a IIPOCTO
Ha ITPOTYJIKY,— IpU3HaeTcss CBeTIaHa.

Bpauu 10 cuX IOp He 3HAIOT, [I09eMy
BO3HHUKAET U Pa3BUBAETCS OCTPBIN MHEJIO-
OuacTHBIN Jietiko3. Ho cpemu Bcex Jietike-
MUH y ieTell OH 3aHUMaeT BTOpOe MecCTo.
IIpu 3TOM 6OJIE3HU «IIPOrPaMMay PabOThL
KOCTHOTO MO3ra COMBAeTCsI M OH HaYMHa-
€T BBIPa0aThIBAaTh HOJIBIIOE KOTHMIECTBO
He3PeJIbIX KJIETOK KPOBU: SPUTPOLIUTOB,
JIEKOITUTOB ¥ TPOMOOLIUTOB. B pesysip-
TaTe KPOBb OOJIbIIE He BBIIIOIHACT CBOU
(GYHKIIUYM — M3-33 3TOTO CTPa/iaeT Bech
OPTaHU3M.

B LlenTpe bioxuHa Maie niposenu
JIBa Kypca BBICOKOZO3HOUM XMMHUOTepa-
TIUY U JOOUINCH peMuccun. YTo6bt n3be-
KaTb PelIUANBA, OBLIO IIPUHATO PellleH e
0 ITepecajike KOCTHOTO MO3Ta.

— CaMoe yauBUTeIBHOE, YTO JaXKe
ImocyIe Bcex mporenyp Marma yisi6aert-
ca. U Bo cHe yubI6aeTcs. XOTbh JledeHue
IIepeHOCUT OYeHb TAKeJ0,— TOBOPUT
Caemiana.

VI 3a aTy y/iBIOKY POJUTENU TOTOBBI
otzaTh Bce. OHU y)Ke IIPOCUIIU YUTATe-
Jseii PycoHia TOMOYB B OILIaTe reHeTH-
YeCKOTO TUITMPOBAHUSA, YTOOBI IIOHATH,
KTO M3 HUX JIydllle IIOJONeT JOIKe KaK
noHop. K coxaneHuio, ucciesoBaHue
IIOKa3aJo, YTO He IIOAXOAAT HU MaMa,

Mawua ewe HM pa3y He Gbina
AOMa: OHa TO B O4HOM
6onbHULE, TO B APYroi
®OTO HALEXbl XPAMOBOW

HU nana. Tak ObiBaer. MHOrmA reHeTu-
YeCKUI OJIM3HeI HAXOAUTCSI He B CEMbe
CpeZy pOACTBEHHUKOB, a B IPYTOM IrOpo-
Jle — U JlaKe B IpyTo¥ cTpaHe. B Hamuo-
HaJIBHOM PeTrucTpe JOHOPOB KOCTHOTO
Mo3ra uMeHu Bacu ITepeBomukosa (Ha-
nuoHanbHoM PIIKM) u npyrux oreuect-
BEHHBIX PerucTpax JOHOPOB I Mamu
TOKe He HaluIoch. Ho oHU ecTh 3a pyGe-
»KoM. [Tomo6path AJist [eBOUKU HepOJ-
CTBEHHOTO JJOHOPA U JOCTABUTH B KJIU-
HUKY TPaHCIJIAHTAaT KU3-32 TPaHUIIBL
rotoB HanmonanpubId PIKM. BOT TOJIB-
KO CTOUT 3TO OYEeHb JOPOTO — GOJIbIIe
2 MJIH py6., a TOCYZapCTBO TaKUe pac-
XOZBI He omtauuBaet. [loaromy Mamu-
HBI POAUTENIN CHOBA YMOJIAIOT YUTaTe-
Jieti PychoHnza o momomu. A Mamia oueHb
)7eT. V3-3a Toro, 4To pak KpaliHe arpec-
CUBHBIN, a [eBOYKA MaJIeHbKAasI, COCTOs-
HUe TsHKeJloe: TO BBICOKAsA TeMIlepaTypa,
TO GOJIU B JKUBOTE.

TpaHCIIaHTaMIO KOCTHOTO MO3Ta 4a-
CTO Ha3bIBAIOT ollepanyell mociefHel
HazeXXIbl. Bce BMecTe MBI MOXKEM I101a-
PUTE 9Ty Ha/ie)Xay MarHo ceMbe.

Oxkcana ITamuHa,

MockBa

ANS CNACEHUSA MALLIUM BOXMWUHOW
HE XBATAET 799 602 PVYb.

KAK MOMO4Yb

Tpancoyauonor HMUL, ovkonorum umenn H.H. Bnoxuna Hapa Crenanan (Mockga):
«YyuTbiBasi MarHo3 u Tsxenoe TeueHne 6oneatn, Matie no Xu3HeHHbIM NokasaHuam HeoOXoauma TpaHc-
NNaHTaLNs KOCTHOro Mo3ra 0T HePOACTBEHHOIO A0HOPa U3-3a pybexa. Moabop v akTeaumio Lo0HOPa,
[N0CTaBKy TPAHCMAAHTaTa B KNNHUKY opraHndyeT HaumoHanbHbiin PIAKM».

CroumocTb noabopa v akTusaLum AoHoOpa, LOCTaBky TpaHcnnaxTata 2 023 602 py6. Komnakus,
noxenasLias 0ctaTbcst HeHasaHHoM, BHecna 1 200 000 py6. Tenesputenu [TPK «[epmb» cobepyt

24 Toic. py6. He xBataet 799 602 pyo.

[oporve apy3bs! Ecnn bl pewmnn cnactu Maiwy BoxmuHy, nycTb Bac He CMYLLAET LieHa CnaceHus.
Jlto6oe Balle noxepTBoBaHue Oyaet ¢ 6aarodapHOCTbIO NPUHSTO. JeHbrin MOXHO NepeuncanTb B PycdoHs
1 Ha BaHKoBCKMiA cueT Mambl Matun — CeeTnabl OnerosHbl BoxmnHoil. Bce HeoOXoauMble peKBU3UTbI
ecTb B Pycdonae. MoxHO BOCMOMb30BATLCS 11 HALLE CUCTEMOI SNEKTPOHHBIX NnaTexelt, CAeNaB NOXepT-
BOBaHMe ¢ 6AHKOBCKOI KapTbl, MOOUALHOIO TenedoHa UK ANEKTPOHHON HAMYHOCTLIO, B TOM YnCHe

11 3-3a pybexa (noapobHocTy Ha rusfond.ru).
AkcneptHas rpynna Pycdonaa

KcenodoOus kaneuuT

Kak Pa3bACHUTD AETAM
TEPAIIEBTNYCCKYIO POJIb TOJIEPAHTHOCTU

Yutatenu PycdoHpa B anpene aToro
roganomMmornm gecarunetHemy Anewe
Cepary cob6paTtb A€HbIM Ha NOKYMKY
CNyXOBbIX annapaTtoB. C HUMu masnb-
YUK CHOBA CTaJl C/billaTh MeHue NTuL,
n paxe wenect Tpaebl. Ho Tenepb
cnyxy Anewumn pe3Ko yxXyALWuiIcs, CHU-
3uca Ao 4-m cteneHn — 3To nocnea-
HSIS U caMas TSXesas CTaaus Tyroyxo-
ctu. MpousoLno 3To nocse Toro, Kak
OAHOKJIaCCHUK yaapun Aneluy B L.
Cam Anelwua pacckasblBaeT, YTO ero
Ounu B KN1acce BeCb rog — OH pa3apa-
XXan pedsaT TeM, 4TO He TaKoW, Kak Bce.

Autemia ¢ MaMOM B IIPOIIOM TOAy IIe-
peexaynu B Tatapcras, B ropoz, YuCTomnoIs,
u3 bamkupuu. Majnpuuk nouen B 4-1
KJIacc unes N°2. Asnelna Bcerza Xopouo
YUWICS, 2 BOT OTHOIIIEHUS C OFfHOKJIACCHU-
KaMHU Cpa3y He 3aJ1aJInch. [IoCKOIBKY
Y MaJIBYMKA TOT/A ellle He 6bUIO CIIyXOBO-
TO amIapara, OH MHOIJA IIepeCcIIpalInBal
y coceJia II0 IapTe TO, YTO He PaCCIbIIIA
BO BpeMs ypoKa. A coceJi B OTBeT pas/pa-
JKQJICA U 5KaJIOBAJICA yYUTeJIbHUIIE, YTO
Alellla MeIllaeT eMy 3aHUMaTbCA.

YuurtenbHuna ke AXMeToBa CUHTa-
€T, YTO y AJIeIIIU CJIOXKHBIN XapaKTep:

— OH oKasaJics HeJTIAUMbBIM, BEYHO
Ca[IWICS B YTOJIOK, HU C KEM He O0IIaICA,

He yJacTBOBAJI B Ipa3iHuKax. Ha ypokax
3aJlaBaJI JIMIIIKOM MHOT'O BOIIPOCOB.

[To ciroBaM yuyuTeIbHUIIEI, OHA He 3a-
Meuajia, YTOObI OJHOKJJIACCHUKY OUIU
Aulenly, a caM MaJIbBUMK HUKOTZA He JKa-
JIoBaJIcA. AJellla U IpaBja cHavyajaa Hu-
KOMY HUYero He paccKa3blBaJ — Ja-
’Ke MaMe, II0Ka OHa He yBUesa y Hero
CUHSKIU.

— A Torga rnouwia B MIKOJLY, IIOTOBOPU-
JIa C yIuTeNbHUIeH, ¢ pebsaTamu. Ha ka-
KOe-TO BpeMsI 3TO IIOMOIJIO, a IIOTOM IIPO-
M30I11eJI TOT KOH(JIMKT,— PacCKa3bIBaeT
AgemriHa Mama OkcaHa [To3ooTrHa.

Ha nepemeHe k Aselile IofoIIeN OJ-
HOKJIACCHUK U yIapuJI ero B 1a3. Ha Bo-
TIPOC «3a4eM ThI 3TO CZ,eJIII?» MATIBYUK OT-
BeTwI: «[I0TOMY ITO OH MeHs 6ecuTt!»

— Peaknust B pOAUTETHCKOM YaTe ObI-
JIa eIMHOYIITHOM: 3TO e netu! Tem 60-
Jlee MJIBYMKU — OHU BCer/a epyTcs,—
roBoput OkcaHa.— W TOJIbKO O/fHA-e/TUH-
CTBeHHAs MaMa HaIMCaJia, YTO TAKOTO
B IIPUHIINIIE ObITh He JODKHO.

AJtelivHa yYUTeTHHUIIA TOXKE He BUAUT
B IIPOM3OIIIE/IIIIEM HIIETO 0COBEHHOTO:

— C MaJIbUMKaMU IIOTOBOPUII IICUXO-
JIOT, POAUTENN AJIEIITMHOTO OTHOKJIACC-
HUKa U3BUHUWINCH IlepeJi HUM U ero Ma-
MOI. A 9TO eIle MbI MOKEM CIeJIaTh?

Yurarenmu PychoHma KaXIbIA TeHb
TIOMOTAIOT CIIACTH JKU3HU TDKET000h-
HBIX JIeTel, HO IIPU 3TOM MBI IOHUMaeM,
YTO MHOTHE HAaIlX II0JOIIeYHbIe HUKO-
I7]a He CTaHyT TaKUMH, Kak Bce. CieaTh
OIlepaIuio UiIU IIPOBECTU JieYeHre —
3TO TOJIBKO MEePBBI 1ar. Jfaiblie B 1610
BCTyIIaeT 0611eCTBO, KOTOPOe MOJKET I10-
MOUYb, & MOXXeT YHUYTOKUTH. YTO MBI MO-
JKeM CIIeJIaTh, YTOOBI Hallle OOIIECTBO IIe-
pecTasu pasfpakaTh IeTU U B3POCIIbIe,
KOTOpbIE YeM-TO OTJIMYAIOTCS OT GOJIb-
IMHCTBA? HavgaTh, Ka)KeTcs, Hy»KHO C TO-
TO, YTOOBI HE CYUTATh UCTOPUIO AJIETITH
CIIy9aliHBIM 9KCIIeCCOM. JIeTsIM XOPOIIOo
OBI OOBACHUTE, YTO ECJIV CETOIHS OHU IT0-
3BOJISIOT cebe Mpe3peHue U HEHABUCTD,
TO 3aBTpa GyJyT HAHOCUTH YBeUbs, Kaje-
YUTh KU3HB IPyroMy U cebe. OTHOKIIACC-
HUKY, yIapUBIIeMy AJIelly, IPUILIOCH
TepeuTu B PYTYIO LIKOIY. Ajlellla O4eHb
XOYeT YIUTHCS, HO GOUTCS BO3BPAIIATHCS
B KJIACC, a ellle eMy IIPeLCTOUT JJINTeb-
Hoe obOctefoBaHue B GosibHUIIE. MBI Oy-
JIeM CJIEJTUTD 33 OTOU UCTOPUEN.

Oxcana ITammuHa,

KoppecnoHAeHT Pychonma
@ BECb ClOXeT

rusfond.ru/issues/970

U3 cBeXxen nouThbl

Mamnra CTpe6koBa, 10 JIeT, AeTCKUU IiepeGpaIbHbIN
Iapandg, 33/iepKKa pa3BUTHUA, TpeOyeTcsa
segeHue. 201 070 pyo.

Y IOYKM NIPU POXKAEHUN CUJIBHO TIOCTPAJIaJI TOJIOB-
HOM MO3T. /IoMO¥1 ee BBINMCAJIN JIUIIB Yepe3 1Ba Mecs-
Ia. A B IIOJITOZIAa HAYQJIMCh CUJIbHBIE IIPUCTYIIBI IIU-
JIETICUU U IIPOU30IIIeJI OTKAT B Pa3BUTUH. [IpUCTYIIBI
CJTy4aanCh KQXKIBIN leHb, CTAHOBUJINCH BCe CUJIbHEe.
Korza ux KynmupoBasu, fouKe Hadyaau IIPOBOJUTE pea-
Grurtanyio. Ho OHa 10 CUX ITOp HU CTOSATh, HU CUJIETh
He yMeeT 1 He TOBOPUT. [ToMoruTe, oXkaryiicTa, Ipoi-
TH JIedeHUe B MOCKOBCKOM VIHCTUTyTe MeJTeXHOIOTUM
(MMT). Y Hac Tpoe JieTeli, Cpe/iCTB Ha OIUIATY He XBaTaeT.
Examepuna Cmpebxosa, Mocksa
Hesponor IMT Enena MamaxoBa (MockBa): «/leBou-
Ky HeOOXO/IMIMO TOCITUTATIN3UPOBATh, HYXKHO HOpMa-
JIN30BaTh TOHYC MBIIIII, YBeJIMYUTH 0OBEM JIBIDKEHUH,
BOCIIOJIHUTH OTCYTCTBYIOIIVIe HABBIKU, PA3BUTD PUb).

Jlenuc Bepxos, 3 roga, redopmManusa yepera,
cIlaceT onepanys, TpeGyIOTCA TUTAHOBBIE
IUIACTUHBL. 225 425 pyo.

Brumatnue! ena naacmun 546 425 py6. Komnanug,
noxXcenasuias 0cmamca Henazgantoil, Hecaa 300 moic. pyo.
Tenespumenu I'TPK «Capamos» cobepym 21 mbic. pyo.

CBIH POAWMJICA PaHbIIe CPOKA, C UCKPUBIEHHBIMU
PY4YKaMU U HOXKKaMU, fieopManyiell rpygHON KJIeTKHI
u cTotl. Y rojioBa 6bL1a CTpaHHOM (HOPMBI: JIOO KIIMHOM
BBICTYIIaJI BIIepeJl, BUCKH BaBJIeHbI. Helipoxupypr cka-
3aJI, YTO 9TO OIIacHas MATOJIOTHA, HO C ollepaliueli Ha-
JT0 TIOZIOK/TATh, TIOKA CHIH He HabepeT JOCTATOIHBIH Bec.
Celiuyac HaKOHeI] BpauyX pelIniu, 4To JeHHC OKpell
JULSL OIlepallyii U ee HyXKHO ITPOBeCTU KaK MOXKHO CKO-
pee. DTO PeKOHCTPYKITUA Yepela C [IOMOIIBI0 TUTAHO-
BBIX IUTACTUH. CaMy olleparnuio IpoBeayT 3a cueT OMC,
a IUIACTUHBI HAfIo OIUIATUTh. HO y MeH:A TaKuX IeHerT HeT,
nomorure! Exameputa Bepxosa, Capamosckas 061acmo
YenI0CTHO-TUIIEBOM XUPYPT MOpPO30BCKOM JieT-
CKOM TOPOJICKON KJIMHUYECKOM O0IbHUIBI VITOph
Diazep (MockBa): <PeGeHKY TpebyeTcs CpOYHasi peKOH-
CTPYKTHBHAA KPaHUOILIACTHKA C UCTIOIb30BAHUEM TH-
TAHOBBIX IIJIACTUH. OIlepanyis I03BOJIUT BEIPOBHATH
(hopMy rOJIOBEI U ITPeAYTIPEANTH OCTIOKHEHU).

Mama BacuibseBa, 4 rosa, BpOKAeHHaA
JIEBOCTOPOHH:AA KOCOJIAIIOCTh, PeLIUAUB,
TpebyeTcs Xupyprudeckoe jedenue. 131 640 pyo.
Brumanue! Lena neuenus 157 640 py6.

Tenespumenu I'TPK «Kocmpomar cobepym 26 muic. py6.

Y modku cpasy mocie poxkIeHuA BELABIIN feopMa-
LIIIO JIeBOM cToIbl. Hac HampaBmIn K opToliefly, IpoBe-
s jiedeHne. Ho)Xka BBIIPAMMIACH. Pa3 B oz MBI IIpU-
e3xanu Ha ocMoTp. CHavasa Bce 6bUIO XOpoIIo, Ma-
1I1a HOPMaJIbHO pasBUBasachk. Ho HelaBHO JieBasd cTona
OTIATD CTAJIA TIOIBOPAYMBATECS, JIOUKA IIPU X0O/b0e Ha-
CTyIlaeT Ha pe6GpO CTOIIBI, JaCTO IajaeT. Bpayu ckasai,
YTO 3TO PEITU/IUB KOCOIAIIOCTH, IIOCOBETOBAJI OOPATHUTh-
€A B APOWIABCKYIO KIIMHUKY. 371eCh JOKTOP IOATBEPAII
penusiuB 1 HeoOXOAMMOCTE ollepanuu. Ho ee oruta-
Ty HaM He ocunuTh. [Tomorure! Mapuna Bacunvesa,
Kocmpomckasa oonacme
Tpasmarosor-opronesn OO0 «Knunuka KoHcran-
Ta» MakcuM BaBuiios (fpocaasias): «¥Y Mamu npo-
H301IIeNT peruAuB JedopMmanuu. ImannpyeTcs mpose-
JleH1e Kypca STalTHBIX TUIICOBAaHUH IT0 MeTofy [ToHceTn
U oriepaniy. Mbl BbIBeIeM JIeBYIO CTOILY B IIPAaBUJIbHOE
TIOJIO)KEHUe, U JIeBOYKA CMOXKET HOPMAJIBHO XOIUTE).

PomaH AxMeT4YVH, 1 rofi, BpPOXK/IeHHBII TOPOK
PasBUTHA CIUHHOTO Mo3ra — Spina bifida,
TpebyeTcs KOMIUIEKCHOEe 00C/IeZJOBaHUe U IUIaH
JegeHu:A. 191 600 pyo.
Brumanue! ITena o6cnedosanus 675 600 py6. Komnanus,
noxcenasuias ocmamsca Henazgantotl, Hecna 450 moic. py6.
Tenespumenu I'TPK «KpacHoapck» cobepym 34 muic. pyo.
Poma popucs ¢ marosorueil pa3BUTH II03BOHOY-
HMKa U CIIMHHOTo Mo3ra — Spina bifida. B fecaTs nHeit
OT poJIy IlepeHec IIepByI0 OIepallyio 0 yIaJTeHUIO IPhI-
KU Y1 TJIACTHIKe CIIMTHHOMO3TOBOTO KaHata. Kpome toro,
V ChIHA HeJlepyKaHre MOYH M OCJIa0JIeHbI MBIIIIIBI HOT.
Ho omtopa B HOTax eCTb, 3HaYUT, €CTh IIAHC, YTO OH CMOKET
XOIUTB. MBI y3HAJIH, YTO B MOCKOBCKOM KJIMHUKe [106as1
Menukai CricreM pa3paboTaHa ClelnalIbHAasA IPOrpaM-
Ma Jy1A fieTeit co Spina bifida, PoMy roTOBBI B3ATh B 3Ty
IIPOrpaMMy, 06CIIeI0BaTh U J1ednTh. Ho y Hac HeT BO3MOXK-
HOCTH ee OIUIaTUTh. AHHA Axmemuuna, Kpacnoapckuil kpail
ITeguaTp LleHTpa BpOKAEHHOM ITATOJIOTUU KJIU-
Huku [no6an Megukan Cucrem (GMS Clinic) Dmu-
susa FaBprioBa (MockBa): <YV PoMbl HapyIIeHbI QyHK-
LMY OPTaHOB MAJIOTO Ta3a U CHIKeHA MOTOPHKA, OTMe-
YeH BsUIBII HYDKHU ITapariapes, Ha CIIiHe 06pa3oBaiach
sunoMa. Pe6eHKy He06XOANMO IIPOMTH 06CIeJOBaHIE
TI0 YPOJIOTHHU, OPTOIIeIUY U HePOXUPYPTUU I YTOU-
HEeHUs XapaKTepa HapyIIeHUH 1 110/100Ppa ONTUMAaIbHOM
TaKTUKU JICICHUSD.

Pexgusumol g nomowsu ecmo 8 fonde. BoamoxcHbl
AMEKMPOHHDBLE NONCEPMB08anus (nodpobHocmu Ha rusfond.ru).

Mouta 3a Hepemo 22.07.22—-28.07.22

NOAYYEHO MUCEM — 4D

nPUHSTO B PABOTY — D0

OTMPABEHO B MUH3APAB P> — B
NOMYYEHO OTBETOB 13 MUH3APABA P> — 1
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O PYCOPOHLE

Pycdonn (Poccuitckuii doHn nomotuy) codnaH oceHbio 1996 ropa
INs NOMOLLM @BTOPaM OTYasiHHbIX nucem B ,b“. [TpoBeprB nncsma,
Mbl pa3melLiaem ux B ,b*, Ha caiitax rusfond.ru, kommersant.ru,

B adupe TenekaHana «Poccus 1» 1 paguo «Bepa», B coumanbHbix
CceTax, a Takke B 155 neyarHbix, TeNEBU3NOHHBIX 1 MHTEPHET-CMU.
B0o3MOoxXHbI nepeBogbl ¢ 6aHKOBCKMX KapT, 3NEKTPOHHON HaIMYHOCTbIO
11 SMS-coo6lLgHIeM, B TOM Yncne 13-3a pybexa (nogpobHocTH

Ha rusfond.ru). Mbl npocTo nomoraem Bam nomoratb. Beero cobpaHo
cabiwe 17,905 mnpa pyb. B 2022 rogy (Ha 28 uons) cobpaHo

842 968 747 py6., nomolup nonyynnmn 763 pedeHka. Pycdons —
naypear HauuoHansHoit npemim «CepeGpsHblid nydHnk» 3a 2000 rog,
xoauT B peectp CO HKO — ncnonHuteneit 06LecTBERHO
nonesHbix yenyr. B nekabpe 2021 rona Pycdona nonyynn

rpaHT B KOHKypce «MockBa — f06pbIit ropof» Ha NpUBNEYeHne
Mocksuyelt B HaupoHanbHblit PAKM, a B sHBape 2022 roga biurpan
NPE3NEHTCKMIA FPaHT Ha OpraH13aLyio Noucka J0HOPOB KOCTHOIO
moara ans 200 GonbHbix. MpeauaeHt Pycdonna Jles AMOuHaep —
naypeart [ocynapctBeHHoi npemun PO.

Anpec ¢onpa: 125315, r. Mockea, a/a 110;

rusfond.ru; e-mail: rusfond@rusfond.ru

Mpunoxenus pns aripona n anapoupa rusfond.ru/app
Tenedon: 8-800-250-75-25 (3soHok no Poccun
Oecnnarthbiit), 8 (495) 926-35-63 ¢ 10:00 ao 20:00

BCE CIOXeTbl
rusfond.ru/pomogite; rusfond.ru/minzdrav




