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JleB AmMOuHaep,

NPE3UAEHT PYCOOHAA,

YJIEH COBETA NPU NPE3UAEHTE P®

Mo PA3BUTUIO FPAXXAAHCKOIO OGLLECTBA
U NPABAM YEJIOBEKA,

YJIEH COBETA NPU NPABUTEJIbCTBE P®

no BOMNPOCAM NOMNEYUTENbLCTBA

B COLlMAJIbHOW CDEPE

YneJs mepBbIX

Munsapas PO: ecyii KOHKypeHT
He CAeTCA, er0 YHUUYTOXKAIOT

POHA
NPE3UOEHTCKUX
FPAHTOB

»b“ MpoaomKaeT pacckas 0 CUTyaLuum BOKpyr
YHUKaNIbHOr 0 NPOEKTa TPeTbero cekropa — HeKOM-
mepyeckoro HaumnoHanbHOro perncTpa 0HOPOB
KOCTHOro mo3sra umeHu Bacu NepesBowmkoBa
(HauuonanbHoro PAKM). Munagpae P® npegna-
raeT 3aKkoHoAaTesibHO, nonpaskamu B N2323-P3
ncknounts HKO-perucrtpsi ua crpoutenein de-
AepanbHOro permcTpaun paseuBaTb 3TOT BUA, A,0-
HOpCTBa cunamMu cBomx KNuHuK («LWar Bnepepn —
nmapw o6paTtHo?», cM. ,b“ ot 31 nions). NMouemy
9710 npoucxoaut? OT4Ero MMHNCTEPCTBO OTKa3bl-
BaeTcs ot ycnyr HaumonansHoro PAKM, koTopbiii
MMeeT HauBbICLLUME TEMIbl POCTa B OTPacnu,
Hauny4llee Ka4ecTBO U caMbie HU3kue 3aTpaThbl?
Ha aToT pa3 pa3roBop 0 KOHKypeHLuW.

Korza Pycdounz B 2017 rogy npemioxxuwt MuH3pa-
BY U er0 Me/ITIeHTPaM, IPAKTUKYIOIUM HePOACTBEH-
HYIO TPaHCIUIaHTaIIo KocTHOro Mosra (TKM), coszats
coBMecTHBIe HKO-perucrpsl, MUHUCTEPCTBO He IIPpe/ib-
SIBWJIO O6beKTUBHBIX OCHOBAaHU [yist 0TKa3a HKO-pe-
TUCTPaM B IIpaBe Ha CylecTBoBaHue. OHO OTMOIYa-
JIOCh. BriociieZicTBMY TaKTHKa YMOJYaHUH CTaja OCHO-
BOI 6J10Ka1bI MUH3IPABOM IEHCTBUI U TPEIIOKEHU T
Pycponza. MbI crpouM Hanmonansusiii PIKM cTporo
B COOTBETCTBUU C I ICTBYIOIINM 3aKOHOZATETIHCTBOM.

Mbst uzyuniu onbIT HKO-peructpos — yinziepos pas-
BUTHSA JOHOPCTBA KOCTHOTO M03ra B OPT' 11 Betnko6pu-
TaHUU U IIOIUIN JAJIbIlle HUX. YYUTHIBAA KOJIOCCATIBHOE
oTcTaBaHue PoCCHU B 3TOY OTPACIU U YeJIOBEYECKUe
T0TepH, IIOPOXKIEHHbBIE TUM OTCTaBaHUEM, MbI CO3/1a-
s HanmmoHaneHbIN PIKM Kak cOBMeCTHOe IIpeIpus-
Tre u3 cetu HKO, rocyapcTBeHHBIX U KOMMEPYeCKUX
VIpEeXKIeHUN.

3aMpbIces ObUT TAKOI: COBMeI[aeM B OFTHOM IIPeATIPU-
SITUM BBICOKME KOMIIeTeHITUH HallluX IIapTHEPOB B pe-
KpPyTUHTe JOOPOBOJIBIIEB, HAYIHO-HICCIIEIOBATEIHCKON
paboTe U CO3IaHUU €BPOIIEHCKOTO CePBUCA IS TPAHC-
IUIAHTOJIOTOB — U IIOJIy4aeM YCKOpPeHMe TeMIIOB POCTa
OTedeCTBeHHOU JJOHOPCKOW Ga3bl.

U BCe MOJIyYMJIOCH: 3a ABA rojia co3maHa 6asa
Ha 38 ThIC. TIOTeHIIUAJIBHBIX IOHOPOB. CpaBHUTe: 14 ro-
CyZapCTBEHHBIX MeILIEHTPOB B CBOU PETUCTPHI 3a 3TU
JIBa TOZIA BKJIIOUIMJIN JIMIIB 20 THIC. HOBBIX JJOHOPOB.
CpaBHUTe: BKJIIOUeHIEe OHOTO0 IoHOpa MUH3/paB o11e-
HUBaeT B 27,6 ThIC. Py6., TOT/IAa KaK B HarmmoHaibHOM
PIKM oHO 06X01UTCA B 9,6 THIC. PYO.

Tax mouyeMy MUH3/paB IIpejIaraeT 3aKOHOATEIbHO
JukBuArpoBatb HKO-perucTper?

Jlo mocielHero BpeMeH! — JI0 IIOSBIeHUS 3aKOHO-
npoekTa MuH3paBa — ero peaknud Ha HanyoHanb-
ubI1 PIKM 6pU1a HyseBoi. Jle-pakto MUH3IpaB He IpU-
3HaBas Harmonansusill PIKM. He momoriu u mopyue-
HUA npesusenTa Biaagyumupa IlyTuHa u BuLie-lipemMbepa
Tatbsausl [onrkoBoii eme B 2018 rozy (mopy4eHue Ipe-
3U/IeHTa JI0 CUX II0P Ha KOHTPOJIe B ero aIMUHUCTpa-
nuu). Ho ze-fope mpotyB MUH3/IpaB BBICKA3aJICA BIIEp-
BBI€, BOT B 3TOM 3aKOHOIIpoeKTe. Takas 610Kaja cpa-
GaTpiBaeT. OHA BBIPAYKAETCS B OTKA3aX €ro KJINHUK
OT HAlINX IOHOPOB U3-3a «<OTCYTCTBUA pa3pelleHus MU-
HUCTepCTBa». B pe3ysibraTe MayeHTa 3aCTaB/IAIoT ILIa-
TUTH 32 UMIIOPTHBIN TPAHCILIAHTAT, TAK KaK MUH3IpaB
3a TAKOU TOBAp He IUIATUT. [ KOT/ia IMariueHT CIIpaniy-
Baer, roueMy TpaHcIiuianTosioru HM umenu Topbage-
Boit u HMUI] remaTosioruu He Uiy T OHOPOB B Hanyio-
HanbHOM PIKM, 1M Tak 1 OTBe4aloT: «MUH3paB He pas-
pemtaet». Tosnbko B 2019 rofy aTU LIeHTPBI IIOJIyYUIU
60 TPAHCIUIAHTATOB U3-3a pybexa. Kaxxabil oboresncs
TarreHTaM Kak MUHUMYM B 1,5 MJIH py6.

Ho et HanmmonaneHbill PIKM Hu4ero, Kkpome Mo-
HomoyInK MUH3/[paBa, He HapyIlIWI, TO YTO 3HAYUT «3a-
KOHHOe» YKeJIJaHVe MUHUCTePCTBA YHUUTOXKUTD €T0?

OTBeT B OHOM CJIOBe: KOHKypeHIUs:A. Kak ee IToHU-
MaroT B MuH3zpaBe. 552 MJIH Py6. OTJaelllb CBOUM 33
BKJIToUeHUe 20 THIC. IOHOPOB B TOJ, a TYT, 3HaeTe JIiU,
PycdoHnp mpearaet oTaaTh Bcero 192 MiIH pyo.—
U Te 9yKakaM. Hy 1 Kyzia, CIIpalliiBaeTcst, 9T0 TONUTCA?!
Jla HUKyzia He TOJUTCA. ..

B CCCP ocBOoeHYeCTBO rocOIo/mKeTa OO PAIOCH:
yeM GOoJIblIle OCBOWIL, TeM BEIIIIe OOJIECTh. A Terepb —
TEeM BBIIIIE 4YTO?

Mexny Tem ®enepanpHblii 3aK0H «O 3a11uTe KOHKY-
peHnun» (N2135-03) CMOTPUT Ha MeTOABI KOHKYPeHITUN
Mun3paBa HeCKOIbKO MHave. CKaykeM, OTKa3 MuH31pasa
OT UHTETPAIUU JOHOPCKO# 6a3bl HarrioransHoro PIIKM
B TPaHCIUIAHTAIIMOHHYIO CeTh CBOMX KJIMHUK U JIUIIeHUe
rpaxiad PO KOCTHOTO MO3ra OT OTe4eCTBeHHOTO JJOHOpa
(6ecruTaTHO /i TpKIaH!) TIOAAIAET, KaK IPeICTABIIET-
€41, TIOZL, CTaThIo 15: «3arpeT Ha OrpaHUYMBAIOIIe KOHKY-
DEHIIMIO aKThI U JieiicTBus (Ge3neiicTBre) GeepaybHbIX
OPTaHOB MCIIOJHUTEIBHOM BIACTHY. A BOT HEHCIIOJIHe-
HUe ITOpYYeHUH IJIaBbl TOCYAapCTBa U 3aMIIpe/iceiaTess
TIpaBUTEIBCTBA BPAZ, JIU perynupyercs 135-P3.

Y Hairero rocyzapcTna JiBe UII0CTacH. B 0fHOU 0HO
yIpasiseT B paMkax Konctutymuu. B apyroii — nmpous-
BOJIUT TOBAPHI U YCJIyTH. Pa3Be B HaleM ciIyyae BBICITHN
OpraH UCITOJTHUTETLHOU BIACTH B 0OJIACTH 3/[pAaBOOXPa-
HeHUs He I0JIb3yeTCs 3TOU BJIACTHIO B yIepo APyruM
XO3AUCTBYIOIINM CyObheKTaM? Ec/iu 3T0 Tak, TO HAJIUIIO
Hapy1eHue ctaTby 8 Konctutymuu: B PO rapantupyet-
Cs IO IePKKa KOHKYPeHIIUHY, IIPU3HAIOTCA U PABHBIM
06pa3oM 3aIUIIA0TCs BCe GOPMbI COGCTBEHHOCTH.

Pycdonz HarmpaBUT 3Ty KOJIOHKY B DefiepayibHyIo aHTH-
MOHOTIOJIBHYIO CJTY?KOY BMeCTe C IPYTUMU MaTepUaIaMU
110 TeMe. Ml B poH/Ie oT/IaeM ceGe OTYeT, YTO BOIIPOC He-
TIPOCTOM, UTO BIIePBBIE HIeT Peub O KOHKYPEHIINY X03A1-
CTBYIOUIUX CyOBEKTOB, [Ie C OfTHOM CTOPOHBI — (eepaTb-
HOe MIUHUCTEPCTBO U €T0 KIIMHUKY, a ¢ ipyroii — HKO.

Tem 6oJiee UHTEPECHO MHEHVE AHTUMOHOIIOIBHOM
CIIYKOBI.

He s10)xHaA TpeBora

[TatTumecaunoro CeBy criaceT oreparus

CeBalNopsauyeB ns CMmoneHcka, MOX-
HO CKa3aTb, CJIMLLKOM PaHO NOB3POC-
nen.Y Manbyuvka ewie 4,0 PoXAeHUus
CpPOCCS JIOOHbIV LUOB, KOTOPbIA 00bIY-
HO [LOJDKEH 3apacTu rae-To K ABYM
rogam. B pesynbtaTte yepen CeBbl
pasBuBaeTcs HenpaBuibHo. Hnuero
HenornpaBuMOro rnoka He NPOn30oLLIO,
HO HY)XHa CpOYHas onepauus — nHave
CAaBJEeHHbIi MO3I MOXET CUJIbHO No-
cTpapatb. Camy onepauuio nposeayT
3acueTrocOiopxera, a BOT CJIOXHYIO
noAroToBKy K Heit u Guope3opoupy-
eMble — caMmopaccachbiBaloLuecs —
nnacTuHbl FopsiyeBbl [0MKHbI Onia-
TUTb CaMM.

CeBa — MJIQIIINH, Y HETO €CTh JIeBATU-
JteTHUH 6pat Crera.

— Bosblias pasHuIia B Bo3pacre? 5To
»Ke Xopo1o! — cmeetcsa ux Mmama Kata.—
OnuH peGeHOK BBIPACTET U Oy/IeT KUTB Ca-
MOCTOATEJIBHO, a IPYTOH ellle B ceMbe, PO-
JUTEJIAM He CKY4HO.

Jla u1 moTOM, eCT Pa3HUIIA y TeTel —
JIeBATH JIeT, OHU pa3Be UrpaTh He MOIyT?
Emre kak MoryT. [laxke Jiy4iie: He CCOPAT-
Cs, CTapIIM{ MJIQIIEeMy U IPYT, U He-
MHOYKKO HAHBKa. A MajleHbKoMy CeBe 3TO
O4YeHb HY)KHO.

Korzma Kats 6pL1a Ha 9eTBEPTOM Me-
csare 6epeMeHHOCTH, Bpadu 0 CMepTU
ee Hanyranu. Cuenanu Y3U u ckasany,
4TO y peGeHKa, BO3MOXKHO, SMOPHUOHATIb-
Had rpebKa. Yepes J1Be HezlesIu IIPOBEIN
HOBOE UCCIeZI0OBAaHNE — OKa3aJIOCh, JIOXK-
Has TpeBora, Bce XOPOoIIIO.

C Hacrosmeii CeBUHOU ITpo6iieMoH
BCe MOJIyIWIOCh POBHO HA00OPOT: ee Me-
JIIKY TIPOTJISAJTEN .

Korza Cesa Tosibko poguics, Kats cpa-
3y 3aMeTusa, ITo J06 y Hero B cepeu-
He MPUITYXIIUH, OYATO MAJTBUUINKA YIKe
YXUTPUJICS HAOUTH IUIIKY. Ho Bpay-Heo-
HATOJIOT yBePUJIL, YTO 3TO OTEK, CAMO ITPOH-
net. Otek 1 mpas/a mpoitest. Ho 3ateM j1o6
Y MaJIbYMKa CTaJl HEMHOTO BBIIINPATh,
a ¢ 60KOB rOJIOBA, CTPALITHO CKa3aTh, ObLIA
Oyaro caasiaena. CeBy IMOKA3aIu Iera-
TPY B IIOJIMKJIMHUKE, TOT CHOBA YCIIOKOWI
TPeBOKHBIX POIUTENIe.

Ho Karts Bce paBHO BosiHOBasnack. OHa
MHOTO YHTaJIa, COBETOBAJIACH CO 3HAKO-
MbIMU. Hamna enfe ogHOTrO Bpaya, ¢ mpe-
KPaCHBIMH PEKOMEHAIAMU,— OH TOXKe
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HapyuieHu# y CeBbl He 0GHAPY>KUJL. ToJTh-
KO YeTBePTHIY BPad 3aII0I03PUJI HeJlaf-
HOe ¥ HaIIPaBWJI MJIbYMKA Ha KOHCYJIb-
TaIuIo K HeUPOXUPYPTY.

ToT, HaKOHeI], IIOCTaBUJI AUATHO3 —
BHYTPUYTPOOHOE CpalljeHre MeToInye-
CKOTO IIIBa, TPUTOHOIeannsa — U CKa-
3aJ1, YTO Hy>KHa OIlepariusl.

Yepen HOBOPOK/IEHHBIX COOPaH, KaK
KOHCTPYKTOD, U3 HEeCKOJIBKUX KOCTeH,
LIBBI M@y HUMU II03BOJIAIOT €My pac-
tn. Ho y CeBBI IIOB, TPOXOASAIIII BePTH-
KJIBHO ITocepeiviHe J16a, CPOCCs paHblIle
BpeMeHHU. O6Gpa3oBajICsa KOCTHBIN Ipe-
GeHb. Yepelr CTajI CZIaBIUBATh MO3T.

Xopoio, yTo KaTa BoBpeMs CII0XBa-
Tuack. IToka urto CeBa pa3BHUBaeTCs HOP-
MaJIbHO. BoBpeMs cTail ZiepKaTh TOJIOBY,
TIepeBOPAYUBATECA, TAHYTHCA 38 UTPYLIKa-
MU, Y3HABaTh. .. KOTO ObI BBI iymasu? [Ipe-
JK7le BCero crapimnero opata. EMy o 60i1b-
Ie BCEro yibI6aeTcs, Y)KacHO JIIOOUT
paccMaTpuBath co CTelo KHIDKKU. A ca-
MOe IJIaBHOE YJJOBOJIBCTBHE — CXBAaTUTh-
cs1 32 06e CTeIIMHEI PYKU U OTIIPABUTHCS
B GOJIBIIIOE ITyTeIIeCTBHE 10 KBapTHPe.

— Y crapurero cBOs KU3Hb: yUUTCH,
XOJIUT B CeKIINIO OOKca, TyJseT ¢ pebs-
TaMU. I HUKOI/Ia He 3aCTaBJIAIO ero CIle-
IUAJIbHO cuieTh ¢ CeBoit,— roBopur Ka-
TA.— Ho y»k ecii oH loMa, TO BCeTza ro-
TOB C HUM BO3UTHCA.

Cetiuac pemaercss CeBuHA Cynb6a.
Bo BTOpOII MOZIOBUHE aBTYCTa €T0 XKAYT

Y CeBbl YepernHoii LLIoB,
npoxoAsLmii BepTUKanbHO
nocepepnuHe n6a, cpoccs
paHbLUE BpeMeHM

®OTO HALEX/bl XPAMOBOW

B MOCKBe Ha cepbe3HyI0 MHOTOYaCOBYIO
oIepanuio — PeKOHCTPYKLUIO KOCTel
yeperna. TAHYTh HeJIb3s: TPO3AT MO3IO-
BBIe HapylieHus, CeBa MOXKET OIJIOXHYTh
U OCJICTIHYTh.

— EMy pa36epyT ueper 110 KOCTOUKaM,
BCTaBAT MEK/y HUMU CllelIaIbHbIe I1Ia-
CTUHBI U OIIATH cO6epyT,— KaTsa oueHb
CTapaeTcst OObACHITH BHATHO U CIIOKOM-
HO, HO TOJIOC JIPOXKUT.

TocymapcTBO oIIauuBaeT OIepanuio.
J1a TOIBKO [IbSIBOJI KPOETCA B JleTaJIAX. Po-
Jnutesin CeBbI OJLKHBI CAaMU KYIIUTh CITe-
IMajgbHble CaMOPacCachIBAIONINeCs IIa-
CTHHBI, KOTOPBIMU BPa4y! 3aKPeIIiT KOCTU
yepeIla B IPaBWJIBHOM ITOJIOXKeHUU. Tak-
»Ke MM HaJI0 OIIaTUTh TPeXMepHOoe KOM-
BIOTepHOE MOJIeJIMPOBAHME OllepaIiu.
Hu camopaccachiBaromyecs IIacTUHBI,
HU IIOJIOTOBKA K OIlepalliuy TOCKBOTON
He IIOKPBIBAIOTCA. Ay ceMbu [opsAueBbIX
TaKUX JeHeT HeT.

Mexny apiHemHUM CeBOU U 370-
POBBIM peGeHKOM, KOTOPBIM OH IIPO-
CTO 00sI3aH CTaTh, BCETO OJ[HA OIlepaIfusl.
Ho 4T06BI OHA COCTOSIACK, HY)KHA Hallla
TIOMOIIIb.

Anekceit KaMmeHCKWMIA,

CMoIeHCKas1 001acTh

AN CNACEHUSI CEBbl TOPS4YEBA
HE XBATAET 716 800 PYb.

KAK MOMO4b

PykoBoautens LleHTpa yenioctHo-nuuesoit xupypruu Butanuin Porunckuii (Mocksa):

«Y Cesbl nedopmalins yepena, xapaktepHast afis TpuroHouedanuu, knnesnaHas Gopma rofoBbi.

Takas gedopmauns nosBAKETCS B pe3ynbTaTe NPEXAEBPEMEHHOr0 3apaLLleHns NoGHOTO LBa.

YepenHas kopobka He GyfeT pacTy, YTO B KOHEYHOM MTOTe MOXET NPUBECTW K YMCTBEHHOII OTCTanoCTH,
rayxote u caenote. HeoGxoamma onepauyst C NPUMEHEHNEM CaMOPACCACHIBAIOLLNXCS MAACTUH,

KOTOPOIA NPEALECTBYET TLaTeNbHas KOMMNbIOTEPHAs NOArOTOBKA. NOBTOPHbIE OnepaLyum He noTpebytoTes,

CeBa GyfeT HOpMasbHO PacTu 1 Pa3BNBATLCS>.

CTOMMOCTb MOArOTOBKM K OMepauuy 1 camopaccachiBatoLmxest nnactiH 747 800 py6.
Teneapurenn MPK «CMoneck» cobepyt 31 Thic. py6. He xgataet 716 800 py6.

[oporue apy3bst! Ecnn Bbl pewmnu cnact Cesy MopsyeBa, NycTb BaC He CMYLLAET LiEHA CNaceHus.
Jlioboe Balle noxepTBoBaxue OyaeT ¢ 61aroAapHOCTbIO MPUHSTO. ZleHbrit MOXHO nepeuncautb B PychoHs
nnn Ha GaHKoBCKMiA cyeT Mambl CeBbl — ExatepuHbl AnekcaHapoBHbl [opsyeBoit. Bee Heobxoanmble
pekBu3NTbl €CTb B PychoHae. MOoXHO BOCNOb30BATLCSA 11 HALLEN CUCTEMON NEKTPOHHBIX NNATEXEN,
CAenaB noxepTBoBaHne ¢ 6aHKOBCKOM KapTbl, MOOUALHOIO TenedoHa K ANEKTPOHHON HANMYHOCTbIO,

B TOM Yucne u u3-3a pyoexa (nogpobHocTv Ha rusfond.ru).

AkcneptHas rpynna Pycdonaa

ECTB BIIYCTYIO

HoBas KaTeropmuda ,I[eTEfI KOET COBPEMEHHOI'O JIEUEHU A

MepuvuunHckuii nporpecc B Poccumn
OCYLLECTB/ISIETCSH HE CUCTEMATUYECKU,
acTapaHusMM 3HTy3uacToB. Pyc-
$poHA BUAUT CBOIO MUCCUIO HE TOJIb-
KO B TOM, 4TOObI KaXXAblii pa3 NnomMoYb
KOHKPETHOMY peGeHKyY, HO U B TOM,
4TOGbI MOMOLLL 3Ta CKJIaAbiBaNach
B CMCTeMaTu4yecKkylo NoaaepXxKy Bpa-
Yyeil, roTOBbIX C/lIeAUTb 32 OCTUKEHUN -
SIMU MUPOBOIi HayKu, BHeAPSATb COBpe-
MeHHble METOAMKU U cnacaTb AeTei,
KOTOPbIE CYUTAIOTCSH HEU3JNEYMMbIMMU.
M&I mesanu Tak MHOTO pa3. CoopHI
Ha KapANOoJIOTHYeCKUe Ollepaliuu i Jie-
Tell B ToMCKe IpUBeIU K TOMY, UYTO TOM-
CKU Kap/IMOIIeHTP OBLT OCHAIIEH CAMOM
COBPeMEeHHOM TeXHUKON U OCBOMJI Ca-
Mble (JIOXKHBIe METOAUKU KapAUOXUDPYP-
run. B HoBocubupcke 6arogaps Baumm
II0XepTBOBAHUAM BIlepBble B Poccuu
BHEJPWJIU [Iepe/IoBble MeTO/IbI JIeYeHUA
CKonno3a. B fApociaBie — KocosanocTu.
B MockBe 10-cOBpeMeHHOMY JiedaT Heco-
BepIIIeHHBIH ocTeoreHe3 1 Spina bifida.
BrarorBopuTenbHasa IMOMOIIH CO3/a-
eT IIpelefleHTH IlepefoBON MeJUIlU-
HBL, IIpelle/IeHThI 3TU MHOMKATCS U CTaHO-
BATCSA IPUBBIYHON IPAKTUKON — U TyT
YK TOCYJapCTBYy HUYEro He OCTaeTcs,
KpOMe KaK OTKa3aTbCs OT MIPUBBIYHBIX
METOJMK IIPOILIIOr0 BeKa, TOXe BHe-
JIPATH HOBOE U OTKPBIBATH 3TOMY HOBOMY
¢$uHaHCUpOBaHUE.

A MBI nzieM fabiie. Vimem Bce HOBBIX
U HOBBIX IIapTHEPOB, KOTOPbIe TOTOBEI
JIBUTaTh MeJUIIMHY BIIepes, JaxKe He Mest
OT TOCYZApCTBa 3aIIpoca Ha IIPOTpecc.
Ha aTOT pas MBI y3Hau, 4To B MOCKBe,
B MHCTUTYyTe IleinaTpUU UMeHU BesbTu-
eBa, CTAPAaHUAMU ABYX Bpadel, Jlapu-
col [TpuxoznuHoi 1 CBeTiaHb! [Tanok, Ha-
VUWINCh JIEIUTD HACIICTBEHHbIE TYOYJIO-
MaTuX ¥ HepPOKAJIBIIMHO3 — OIIACHBIE
60JIe3HN TI0YeK, KOTOPbIe B GOJIBIINHCTBE
POCCUNCKUX KJIMHUK He YMeIOT Jaxke pac-
TI03HABaTh, OOJIE3HU, B Pe3yJIbTaTe KOTO-
DBIX pebeHKa XKIeT TNOesTb WIH B JIydIeM
CJIydae TpaHCIUIAaHTanusA ouku. TyOyiro-
TIaTUA 3aKTI09A€TCS B TOM, YTO KAHAJIBITBI
TI0YeK He 3aJlep>KUBAIOT IT0JIe3HbIe Bellle-
CTBA, TaKue Kak pochop, KAIbLIUHI U BaXK-
Hble AMUHOKHCJIOTEI, KOTOPBIe HY>KHBI
JUIT HOPMAJIBHOTO (DYHKIITMOHUPOBAHUS
opraHusMa. [leTu efiT U MbIOT BIIYCTYIO.
3a mapy Jiet peGeHOK JJOXOZUT JI0 KpaiiHe-
TO UCTOILEeHNsA, UCTOIIAIOTCA He TOJIBKO
MBIIIIIBI, HO ¥ KOCTHU.

DTH UCTOIeHHBIE JIeTU ITPOU3BOJAT
CUJIBHOe BIlevaTeHUe, HO ellle Goiee
CUJIbHOE BIleYaTieHHe OHU IIPOU3BOJAT
TI0CJIe JIeYeHUsI — 37[0POBBIe WJIU IIOYTH
30pOBBIe OYTY3EL. [lesI0 B TOM, YTO JIA
MHOTUX BUJIOB HACJIEACTBEeHHOU Ty6yII0-
Tatuu ecth JedeHue. Ho YTOObI JIednTh,
HAJIO Y3HATh, C KAKUM NMEeHHO BUOM 6o-
JIe3HU MBI IMeeM JIeJI0. Y3HATh 3TO MOX-

HO 6y1aro/japsi reHeTUIECKUM HCCIIe0Ba-
HIAM — UX TOCYAapCTBO He OIUIAYMBaeT.
MHorue JieKapcTBa OT HacJIeICTBeHHOM
TyOyJIOIIATUH He 3aPerucTpPUPOBAHBI
B Poccun nnu npumensaiorcs off-label —
X POIUTEIIAM TOXe IIPUXOJUTCS IIOKY-
T1aTh 32 CBOH cyYeT. ] HaKOHel], IJIaBHOe:
JIeyeHUe HacJIe[ICTBeHHON TyOy/IOIIaTUH,
BOCCTaHOBJIEHUE U ITO/ZlepKaHue B Op-
TaHM3Me XPYIIKOT0 6alaHCa MHOTUX XU-
MUYeCKHUX 3JIeMeHTOB TPeGyIOT TOHKOM
HACTPOUKU, CBA3AHBI C CAMBIMH Pa3HO-
06pa3HbIMU OCTIOKHEHUAMU, TPEOYIOT
CaMBbIX PAa3HOOOPA3HBIX 06C/IeJOBAHUH.
OZHUM CJIOBOM, TOTO CAMOTO MEXJHC-
OUIIMHAPHOTO IOJX0/a, 32 KOTOPBIH
MBI TaK paTyeM.

JlOCTaTOYHO CKa3aTh, HAIIPUMep, YTO
STUM JETIM C TSKEION 60JIE3HBIO II0YEK
HY)XeH OPTOIIe/I, TOTOMY YTO OT HeZIOCTaT-
Ka MHKDO3JIEMEHTOB CTPa/aloT KOCTH,
U OKYJIUCT, IIOTOMY YTO BR)KHBIM CHMIITO-
MOM HEKOTODBIX BUJIOB TyOYJIOIIaTHUU SIB-
JIAIOTCA KPUCTAJLINKY, 00Pasyonecs
BHYTPH IVIa3a.

Celiuac reHeTHYeckue o6CiIemoBa-
HUA, KOHCWINYM CIIeIIHAJINCTOB U Jie-
kapcrBa off-label 0CTYITHEI TOTBKO TeM
JeTsM C TyOysiomaTueil, YbUu POLUTENN
TOTOBBI IIATUTb. PycdoH rmoctapaercs
3TO UCIIPABUTE.

Basnepwuii [TaHIOINKWH,

IJIaBHBIN pegakTop Pycdhonaa

U3 cBeXxen nouThbl

Japuna TopKoBa, 7 JIeT, eTCKUH Ilepe6paTbHbIH
napanaud, Tpedyercs jedeHue. 166 998 pyo.
Brumanue! Lena neuenus 199 998 py6.

Tenespumenu I'TPK «Bosoeda» cobepym 33 muic. pyo.

A 6p11a GepeMeHHa ABOIHe. Ha cenbMoM MecsIe
MHe IIPOBEJIN 9KCTPEeHHOe KecapeBo cedyeHue, TaK KaK
BO3HUKJIA YTPO3a )KU3HU — U MHE, U JeTAM. MaJIbIIIKY
POZVUINCE B TAKEJIOM COCTOSTHUU, OZJHA Ha BTOPBIE CyT-
KU yMepJia. BTopyIo BBIXOWUIN, HO IIPEIYIIPEIVIIH, YTO
JIIIT mam He n36erkaTh. I He ¢raBaiach, MCKaIa KIKU-
HUKH, TIOCTOSHHO 3aHUMAJIACh C JOYKOH oMa. Y Jlapu-
HBI CHU3WJIACh CITACTHKA MBIIIII, HO OHA ellje He CU/IUT
U He CToUT. [Ipu 3TOM J0YKa XOPOIIO TOBOPUT, YIUTCS
c4uTaTh. IJoMOTHTE HaM ITONIACTh B VIHCTUTYT MeTex-
Hostoruit (MMT) — 51 ofHa pallly JOYKy, OILIaTy JIedeHUA
MHe He ITOTAHYTb. Onvea [llabatosa, Bonozodckas obnacms
Hesposor UMT Enena MasiaxoBa (Mocksa): «[lapu-
He HeoOXOZMMO BOCCTAHOBUTEIbHOE JledeHre. Hy)XHO
CHU3UTH TOHYC MBIIIII, YKPEITUTh MBIIIITHI CIIHBL, Pa3-
BUTB MEJIKYIO MOTOPHKY?.

JuHapa AXMeTKaaueBa, 16 jieT, CMHAPOM 1-2-i1
»KaGepHBIX JAyT, HapylleHre Pa3BUTHA YeIIOCTeH,
CKy4eHHOe II0JI0>KeHue 3y00B, TpeOyeTcs
OPTOAOHTHYECKOe JiedeHue. 184 400 pyo.
Brumanue! Lena neuenus 358 400 py6. O6uyecmeo
nomowu pycckum demsam (CIIA) recno 150 moic. py6.
Tenespumenu I'TPK «Topnulii Anmaii» cobepym 24 moic. py6.
Jlouka popuiack C fepeKTaMHu Pa3BUTHUA: y Hee
He GBUIO IIPABOTO YIIIKA, YeJIIOCTh ITepeKoleHa. C 3yba-
MU TOXe Ha4aJIICh IIPOOIeMBI — POCIM KPUBO, MeCTa
MM He XBaTaso, U3-3a 3TOT0 roBopwIa JluHapa HeBHAT-
Ho. /I y3Ha/Ia 0 MOCKOBCKOM LleHTpe uetocTHO-IHIIe-
BOI XUPYPrUU U 0OPATIUIACH Ty/A. [OUKe yiKe Cerain
OTIepalyio Ha HIDKHEH 9esIIoCTH, a ceifuac Tpebyercs
HCIIPaBJIATh IPUKYC, HO JleHeT y MeHs HeT. [TomoruTe!
Anua Kamsabaeasa, Pecnybnuxa Anmaii
PykoBoauTens lleHTpa 4eTI0CTHOJIMIIEBON XUPYP-
iy Butanuii Poruackuil (MOCKBA): <Y IeBOYKY CHH-
JIpOM 1-2-11 ’)KaGepHBIX JIyT, HAPYLIEHO PA3BUTHE YeITIO-
CTel, 3yGHBIX PAJIOB, UX CMBIKaHUe. TpeGyeTcss OpTo-
JIOHTHYeCKOe JIeueHUe».

Janra CokosoBa, 3 roAa, BpOXKAeHHbIN
TUIIEPUHCYJIUHU3M, TpeOyeTc: IeKapCTBO Ha IO/,
137 416 pyo.
Brumatnue! Lena nexapcmaa 178 416 py6.
Tenespumenu I'TPK «FOxculil Ypan» cobepym 41 muic. pyo.
Bckope mmociie poxIeHus y JOYKU OOHAPYKIIHI KPU-
TUYeCKU HU3KUM yPOBeHb caxapa B KPOBU 1 HAYAIM BHY-
TPUBEHHOe BIIMBaHNe IIIOKO3bL. [eHeTHuecKoe UccIeio-
BaHMe II0Ka3aJI0, YTO y JIalry BPOXKIeHHbIN THIIepHH-
CYJINHU3M — IIO[KeTyZ0YHasd jKesle3a BrIpabaThIBaeT
CJINIIKOM MHOTO MHCY/IMHA, OH ITIOHIDKaeT ypOBeHb IITIo-
KO3BI B KPOBH, 13-32 3TOTO CTPa/]aeT TOJIOBHOM MOBT U JIPY-
T'Mie OPTaHbI, MOTYT HAayaThCs HeoOOpaTHMble HeBPOJIOTH-
4yeckue u3MeHeHM:. Hac oTripaBmwin Ha 06crefoBaHme
B MOCKBY, I/le ITOATBEP/UIN AUATHO3 U ITOZ00PAIU ITpe-
Tapat IPOIIMKeM, KOTOPBIH ITOMOTaeT IMOAAeP>KUBATh
YPOBeHb caxapa B IIpefiesiax HOpMbL. Ho IToKyTaTe Jekap-
cTBO MBI He B cwtax! Enena Cokonosa, Yenabumckas obnacme
Benymuii HayYHbIN COTPYAHUK HanmuoHanbHOTO
MeIULMHCKOTO MCC/IeJOBAaTEeILCKOTO IIeHTPa SHI0-
KpuHonoruu Mapua MemmkaH (Mocksa): «J/leueHue
IIPOIVIMKEMOM HeoOXOJVMO IIPOIOJDKUTH. IIpenapar
He 3apeTuCTpUPOBaH B Poccuu, HO paspellleH K BBO3Yy
U IPUMeHeHUIO).

Kcroma BaraxoBckas, 3 rosia, HeCoBepIIeHHBIN
ocTreoreHes, TpebyeTca KypCOBOe JIeyeHue.

199 320 pyo.

Brumanue! Lena neuenus 544 320 py6.

IOpuduueckue aua 61a20meopumensHo20 cepsuca
Anvpa-Banxka arecnu 300 mulc. py6.

Tenespumenu I'TPK «Beneopod» cobepym 45 muic. pyo.

Y Kcrommu TspKesioe BpOXKIieHHOe 3a00JieBaHre — He-
COBepIIeHHBIN OCTeoTeHe3, XPyIKue KOCTU. B KInHu-
ke Dro6an Memukan CrcteM JIOUKe HA3HAYLIU TEPATTHIO
IIperapaTroM IaMUPOHAT. OTO JOPOroe JedeHre IIOMOT
orwtatuth Pycdor, criacn6o BceM 6osbinoe! Kcrorire mpo-
BeJIU yKe 14 KypCcoB Tepaluy, OHa HayIWIach CUJeTh,
T10JI13aTh, BCTaeT Ha HOXKKU, IIBITaeTCA XoAuTh. Ho nedop-
MUPOBaHHOe 6eIpo, KOTOpOe ITepPeHeCIO HeCKOIBKO Iie-
PEJIOMOB, He BBIIePKaJIO HArPY3KH — CHOBA (JIOMAJIOCh.
JlegeHme ITpepBIBaTh HEJIb3s1, IIOKALYHCTa, IOMOTHITE €eT0
orwtatuts! Onvea Banaxoackad, Benzopodckas obnacme
ITepuaTrp LleHTpa BpOKAE€HHOMN ITATOJIOTUH KJIU-
Huku [mo6an Mexgukan Cucrem (GMS Clinic, Mo-
ckBa) AneHa I'aBpuHa: «biarogaps paHo HadaTol Te-
PaINy MBI IOOWIMCh XOPOIIIUX Pe3YJIBTATOB — JIeBOYKa
yoKe XOIUT C XOLyHKaMU. Hy)XHO IPOZO/DKUATE MeIUKa-
MEHTO3HOe JIedeHe U QU3UYeCKyI0 Peab INTAIIIION.

Pexeusumol g nomowsu ecmo 8 gonde. BoamoxcHbl
AMEKMPOHHBLE NONePMB08anus (nodpobHocmu Ha rusfond.ru).

MNouTta 3a Hepento 31.07.20-6.08.20

NOJYYEHO MCEM — B2

nPuHsTO B PABOTY — 4 1

OTMPABJIEHO B MUH3LPAB Pd — O
NOMYYEHO OTBETOB 13 MUH3APABA Pd — 1

D

O PYCOPOHLE

Pyccdona (Poccuidcknit poHa, nomotum) cosaaH oceHbto 1996 ropa
IN1s TOMOLLY aBTOPaM OT4asHHbIX nnucem B ,b“. Mposepus nucbma,
Mbl pa3metllaem ux B ,b*, Ha caiitax rusfond.ru, kommersant.ru,

B adupe BITPK n pagno «Bepa», B COUManbHbIX CETSX, a TakKKe

B 147 nevatHbIX, TENEBU3NOHHBIX 11 MHTEPHET-CMU. BO3MOXHbI
nepeBo/bl ¢ 6aHKOBCKIX KapT, 31EKTPOHHON HAIMYHOCTbIO

1 SMS-coobLueHrem, B TOM Yncne 13-3a pybexa (noapobHOCTy

Ha rusfond.ru). Mbl npocTo nomoraem Bam nomoratb. Beero
cobpaHo cebiwe 14,825 mapa py6. B 2020 roay (Ha 6 aBrycra)
cobpaHo 764 441 351 py6., nomots nonyynnn 632 pebexka.
PycdhoHn — naypear HaumoHanbHoi npemum «CepedpsiHblil nydHIK»
3a 2000 rop, BxoauT B peectp HKO — ncnonnuteneit 06uiecTBEHHO
nonesHbix yenyr. B 2019 rogy npesnagHTCKIe rpaHTbl BbIMrpanm:
Pycdong — Ha npoekT «CoBnagenne», HaunoxansHeiii PAKM —

Ha «AkaeMnio I0HOPCTBA KOCTHOTO MO3ra» MAoC rPaHTbl Mapa
Mockabl Ha NpoekT «Cnacy Xu3Hb — CTaHb JOHOPOM KOCTHOTO
Mo3ra» 1 [lenapTameHTa Tpyaa v couawmtel MOCKBbI HA MPOEKT
«Ctonuua 6amn3neuos». B 2020 rogy Pycdorg nonysun rpaHt Goxpa
Bnagnmupa lMotaHnHa, a Takke NpesuaeHTCKIiA rpaHT Ha n3naHne
xypHana Kposbb. MpeauaeHt PychoHna Jles AmbuHaep — naypeat
l'ocypapcTtBeHHoit npemun PO.

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

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

Mpunoxenue ans ainpoHa u anapouaa 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




