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JleB AmOuHaep,

NMPE3UAEHT PYCOOHIA,

YJIEH COBETA NPU NPE3UAEHTE PO

Nno PA3BUTUIO FPAXXAAHCKOIO OBLLECTBA
U NPABAM YEJIOBEKA (Cn4),

YJIEH COBETA NPU NPABUTEJNIbCTBE P®

Mo BONMPOCAM NONEYUTENIbCTBA

B COUUAJNIbHON COEPE

[lepBrbIli OJIMH

Kupos onpenenut
UHTerparuio
HannonasnsHoro PIKM?

DPMBA — PychoHa. XpoHuku. B Hayane aToii He-
aenn B PMBA Poccuu Ham cooGLMAN, YTO NUCH-
mo PycdoHpa, ewe 18 anpens oTnpaBsieHHOe
areHTCTBY 3/IEKTPOHHOW NOYTOM, «<He 3aperncTpu-
pOBaHO, TaK KaK He HalgeHo». Peub 0 nucbme py-
KoBoAUuTeso areHTcTBa BepoHuke CKBOpLOBOM
C HalWMMMN BOMPOCaMM B CBSAA3U C YTBEPXAEHUEM
MpaButenbcTteom PP NMpaeun BepaeHus Pepe-
panbHOro permcTpa Lo0HOPOB KOCTHOro MO3-

ra, coctaeneHHbix B PMBA. MpaBuna paccma-
TPUBAIOT IULLb rOCYAapCTBEHHbIe yYpeXaeHus

B KayecTBe NOoCTaBLLUKOB U NoJib30BaTesieil NH-
dopmMaumnm rnaBHoOro permctTpa crpaHbl. AHaw
HauuoHanbHbIN perucTp A4O0OHOPOB KOCTHOIo MO3-
raunmenu Bacu Nepesowmkosa (HaumoHanbHbI
POKM) — HekomMmepueckuii («[exaBlo-2»,

cM. ,,b“ o122 anpens). UuTo Tenepb?

HesoBKOCTB BBINILIA C 3TUM IIUCbMOM BepoHuke
CKBODIIOBOM, GBIBaeT. MBI OTIPaBMWIN OOpalleH1e
Ha oQUIMATIBHBIN aJpec areHTCTBa, a Korja uepes He-
JIeJTI0 CIIPABUJIKCH O ero CyZibbe U HoMepe pPerucrpa-
LIMU, BBIACHUIIOCDH, YTO B YIIPABJIEHUHU JleJIaMU U Ka-
npoB deepasbHOTO MeIMKO-0MOIOTTYeCKOTO areHT-
crBa (PMBA) oHO He 3HaUMJIOCh. MBI 3acjiaiy CHOBA,
HO y>Ke Ha aJipec CIIeIjMaJiCTa 110 JOKyMeHTalbHO-
My obecriedeHUIO. M1 BOT IMCHMO 3aperuCcTPUPOBAHO
U OTIIMICAHO B yIIPaBjieHUe CIyKOBI KpoBU. 06 3TOM
Kasyce C IPONaXKel MOYKHO GBLIO GBI U He BCIIOMU-
HaTh, HO MBI B Pychonie u HanmonansHoM PZIKM mo-
Ka IIOHATUA He UMeeM, K KOMy KOHKpeTHO B PMBA
06paIaThCs ¢ BOIIPOCAMU O COTpyAHMUIecTBe ¢ Deze-
PAJIBHBIM PETUCTPOM.

IlepBoe u rIaBHOE: HET MPOGIEeMBI B Cybbe Oa-
356l ,OHOPOB HanmonansHoro PIKM — a aTo cBBIIIE
63 TBIC. JOGPOBOJIBIIEB,— OHU BOUYT B DetepasibHbIHI
PEeTUCTp. A BOT Jjajblile — TyMaH. Ha KaKuX yCI0BUAX
COCTOUTCS TIepefaya 3Toi 6a3w? U ocranercs v Ha-
nvoHanbHEIN PIKM ee omepaTopoM B KayecTBe HOJI-
paranka ®enepansHoro perucrpa? Ceifyac oH Hapa-
IIMBaeT CBOIO 6a3y Hambosiee 3G GeKTUBHO B CTPaHe.
W coXpaHUT JIU CBOIO JeATeIbHOCTb Hallla MeJUIUH-
CKasl IUPEKIIVA B Ka4eCTBe ero Iorb3oBaTesa? Ceryac
OHa OpraHU3yeT MaKCUMaJIbHO OIlePaTUBHBIN IIOUCK
JIOHOPOB, 3a60p KOCTHOTO MO3Ta U JIOCTABKY OTeye-
CTBEHHBIX U UMIIOPTHBIX TPAHCIUIAHTATOB B KJINHU-
ku PO. U coxpaHUTCA TU KpyHIHeHIIas B CTpaHe pe-
KpyTUHIOBas cTpyKTypa HanuonansHoro PAKM? Ceii-
yac oHa 06eCIIeYnBaeT [0 25 THIC. JOOPOBOJIBIIER B TO/,
C IIOMOIIIBIO TOCYIapCTBEHHBIX, KOMMEPYeCKUX U He-
KOMMepPUeCKUX OpTaHU3alluii, BIlepBble BCTYILIeHUe
B PETUCTP BO3MOJKHO JJIsA JIIOOOTO POCCUSIHUHA BHE
3aBHUCHMOCTH OT MeCTa KUTeJIbCTBA. MBI IIOCTPOMIIN
[IepBYIO CIeHaTu3upoBaHHy0 NGS-1a60paTopuio
JULSI TeHOTUIIMPOBAHUSA JOGPOBOJIbIIEB. 25 THIC. HO-
BBIX JOHOPOB B roJ, — He I1pezieL. IIpocTo Ha Gosbinee
II0Ka He ObUIO ZleHeT BCe YeThIPe rofja CyIeCTBOBAHUA
HanuonansHOro PIKM. MBI CTpPOUM Ha ITOKEPTBOBA-
HUS, 9TOT PeCcypc OTpaHUYeH U HeCTabwIeH A I10-
TOYHOTI'O CTPOUTEJILCTBA.

Tak BOT, Ha BOIIPOCHI PychoHza yrpasiieHue CIyX-
651 kpoBu PMEBA 3ampocuio o3unuo Kuposckoro
HMW reMaToyIoruu U repeaiuBaHug KPOBU, U — «MOX-
HO pacCYUTHIBATh Ha OTBET B cepeHe Masd». Kupos-
ckuit HM efnHCTBeHHBIN B CTpaHe CTPOUT PerucTp
JIOHOPOB KOCTHOT'O MO3Ta Ha CpPeJICTBA rocOIoKe-
Ta. Kupos crpout ero ¢ 2009 roza, Mo JaHHBIM CaiTa
HUU, B HeM 58 631 OHOpP. DTO KPYIIHEHIINY cpeiun
14 peruCcTpoB roCyIpeKIeHUH.

Jupexrop Kuposckoro HVU Urops [TapamoHOB
B 2020 rozy IpeyIoKII HaM «B KaueCTBe BO3MOKHOU
$bopMBI coTpyHHUYECTBA 6e3B0O3Me3/IHO IIepeaTh
0a3y maHHbIX Ha 6aymaHc» ceoero HUU. [Totomy uTo,
yTBepKJaJl JUPEKTOP, «BCe, CBA3AHHOE C FTeHOTUIIOM
yeJloBeKa, OTHOCUTCA K cepe roCy[lapCTBEHHOTO pe-
rynupoBaHushy. Kto 651 crioprt! Ho KHpOBYaHUH Cie-
JIaJl 1 BTOPOU BBIBOJI: TeHOTUIIMPOBaHNEM BIIpaBe 3a-
HUMAaTbCA TOJIBKO TOCYIPEeXKIeHUA.

BosmoxHno, B3mian Mrops Bragumuposrda Ha Me-
cto HKO B aTOM BUZe JOHOPCTBA ceiidyac IOMeHsAI-
ca. [Ipasga, ¢ Munszapasom PO Mer emte B 2018 roxmy
YCIIENTHO PeNIIu po6seMy. MBI CIIPOCUIIN: eCTh
JIM IIPABO Ha TeHeTU4YeCKUe UCCIeL0BaHUA Y KOMIIa-
HUU «VTHBUTPO» C TBICTIAMH ee JIab0PaTOPUH, HMEIOT
JIM TaKOe IIPaBO YaCTHBIE KIIMHUKHY, BKJIIOYAs OHKOJIO-
rudeckue? OTBeT: UMeIOT U aKTUBHO UM IT0JIb3YIOTCA!
Oryero xxe y HKO atoro nmpaBa Het?

Hapo npusHath, COTpygHUYANINA MBI ¢ MUH3Pa-
BoM P® He BrionHe Hanpamyto. C 2018 rozja MbI UHU-
LUKUPOBaIU 24 KPYIIHbIE JUCKYCCUU O IIPaBe U Me-
cre HKO B pasBuTuu JOHOPCTBAa KOCTHOTO MO3Tra:
B MuH3zapase, B O6urectBeHHOH nanare PO, B CIIY,
B CoBete npu IIpaButennsctBe PP 1o Bompocam mo-
IIeYUTeIBCTBA B COIUMATBLHOU chepe, B ATMUHUCTPA-
1Y Ipe3ujieHTa 1 Ha BcTpedax wieHoB CITY c Ipe-
sugieHToM PO. [Tpruem 10 U3 24 JUCKYCCUM IPOLLIN
B MuH3paBe — mocsie yKasaHui cBepxy. VI Mexse-
IOMCTBEHHYIO pabouyio rpymnmny (MPT), 3acemanus
KOTOPOM MHUIIMUPOBAJIU MBI, MUH3ZpaB CO3/aJl
1o nopydeHuio IIpesuzgenra PO u nox KoHTposaeM
Bulle-ipeMbepa TaTbaHbI [osimKOBOM. [Tpu HeBBICO-
Kol appexTuBHOCTH MPI' MHOTOE BCe XX TaKU yJa-
sock. Hantmonaneabeifl PAKM ceromusa KpyITHe HITIHI
B P®, OH BKJIIOUEH BO BCEMUPHYIO 39-MUJIINOHHYIO
JOHODPCKYIO CeTbh.

Teneps BesieHue PelepalbHOTO PETUCTPA Ilepeia-
HO B PMFA. XoueTcsa BepuTh, YTO HaM He IIPUJeTCa
Ha4YMHAaTb 3aHOBO JUCKYCCUU O paBHBIX ITpaBax HKO
Cpeiul XO3SUCTBYIOIUX CyO'bEKTOB OT€YeCTBEHHOIO
3/IpaBOOXPaHEHHUA.

YTo K, IOLO0XKAEM CepeTHbI Masd.

[IacTeJIbHBIN peKUM

TpunagmatumeTHo Hagro 3 KatmHuHTpaza

CIIaceT IrepeCaaKd KOCTHOI'O MO3r'd

Ecnu cnoxutb BCce Bpems, 4yto Haps
CaHblueBa npoBena B 60JIbHULLE C aB-
rycta2019-ro, nony4yuTcs Lenbiii rog.
Pe3ynbTat — BbICTaBKA HAPUCOBAH-
HbIX 32 3TO BpeM$ KapaHAalUuHbIX U Na-
CTesibHbIX paboT B 60sIbHUYHOM doiie.
A BOT C neyeHneM noka o6CTouT Xyxe.
Y Hapu pak kpoBu — neinkos. XuMmmo-
Tepanus npuHecna peMnccuio, Ho 60-
JNle3Hb BepPHYNacb, U TENepb AeBOY-

Ke HY>XHa TpaHCMJIaHTaLUs KOCTHOrO
Mo3ra. [loHOpoOM cTaHeT cecTpa unum
Mama. YToObl BbIOpaTh MeXAyY HU-

MU, HY)XXHbl aHaNIN3bl, a FOCYAAPCTBO
MX He onJlaYyMBaeT — TaK Xe Kak v npe-
naparbl, KOTOpble Heo6xoaumbl Hape
nocne nepecaaku.

Harama, mama Hagu,— yuutenbHu-
I1a HayaJIbHOM IIKOJIBL. Ho B Kjaccax, rje
yudarcsa cama Haza u ee cectpa Maima, Ko-
TOpas Ha JIBa rofia cTaplile, OHA HUKOT/IA
He IIPeroiaBaa.

— Mawme Jtydiiie He 6paTh KJIACC € COB-
CTBEHHBIMU JIeTbMU, OHU HEJIOBKO Cce0s
OyayT 4yBCTBOBATh. [la, HABEPHO, U OHA
ToXKe,— 0ObsacHsaeT Haramma.

Tak 4TO KJIAaCCHOM PYKOBOAUTEIbHU-
el y 06eux JleBouek ObuIa Ipyras yau-
TeJIbHUIIA. A OHA OYeHb JIFOOUJIA TAHITBI
U BCeX JleTell IpUIJaliaga 3aHUMaThCA
B CBOH TeaTpaJIbHbIN Kpy»ok. Hazst ¢ Ma-
e YBJIEKJINCh CIIOPTUBHBIMU OATbHEI-
MU TaHIIAMU.

Dto 6hTa BecHa 2019 roga. Ho ¢ gu-
arHO30M MeCTHBIE Bpauu Pa3obpasnch
He Cpasy, IJ1s ero yrouHeHus Haratre mpu-
IIUTOCh CAMOM Be3TU aHATU3 B MOCKOBCKUI
HanmoHambHBIN MeIUITMHCKUHN UCCTIe0-
BaresbcKu neHTp (HMULI) meTckoii re-
MAaTOJIOTUU, OHKOJIOTUY Y UMMYHOJIOTHL
uMenu JImutpusa PoradeBa. K aBrycry cra-
JIO OKOHYATeJIbHO IIOHATHO, 4TO Y Hamu
OYeHb OIacHas 60JIe3Hb — OCTPBIN JIM-
(ho6IIaCTHBIN JTeiTK03. VX ¢ MaTephio IOJIo-
JKIIU B IETCKYyI0 GOIbHUI B KamuHuH-
rpajie — KaK OKa3aJIoCh, HAJIOJITO.

Hape czienany Tpu Kypca XUMUOTepa-
MUY — 3TO HEIIPOCTOe UCIIbITaHUe, 0CO-
GeHHO TsDKeJIO OHA ITepeHecsIa ITePBBIM.
Ho BooOG11e B 60bHUIIE GBLIO XOPOIIIO,
pacckaspiBaeT Hartama. Kaxxaeiil jeHb
K ZIOYKe ITPUXO/IWIN 3aHUMAThCS ITPOCTO

3aMevaTesIbHbIe, Ha ee IpodeCcCUOHaIb
HBIN B3IJIAL, YIUTEJIA. A IO ILITHUILAM Off-
Ha 13 MaM yCTpauBaJla Pa3MUHKY II0J] My-
3BIKY, II0 Mepe CHUJI y4aCTBOBAJIU BCE —
U JIeTU, U Jpyrue MaMmel. [Ipuxoguian
BOJIOHTePHI 13 hoHIa «Bepio B uy/10» (KCTa-
TH, 9TOT POHJI, CAMBIH M3BeCTHBIN B Karu-
HUHTPAJICKOH 06JIACTH, MHOTO IIOMOTaeT
HaM B [IPUBJICYEHUU JOHOPOB B DETUCTDP
KOCTHOrO Mo3ra). Hy u cecTpsl, KOHEYHO,
TOKe Bce BpeMA Hairo HaBemaim.

A IIOTOM Hayajach manaeMus. Jletam
Pas3maIy IIAHIIeTHI I OHJIANH-3aHA-
THM, BCe BU3UTHI 3anipeTunu. Hazd c ma-
MOM pasBIeKaJNCh KaK MOTJIU: UTPa-
JIM B HACTOJIbHBIE UTDHI, JIeITUIU QUTYP-
KU U3 IUIACTUJINHA Y CHUMAaJIU MYJIbTUK.
Ho mraBHOe — pucoBanue. OHO U paHb-
1te 6610 HaTUHBIM yBII€UeHUEM: BCe JIeT-
CTBO OHa YTO-TO MAaCTePUJIa, JIETINJIA, PU-
COBaJIa, BbILAPAIIbIBAJIA, XOAWIIA B KPY-
’KOK, IIOTOM B XYZIOKECTBEHHYIO LIKOJY.
IlepBeIit pa3 B GombHUIEe Hazsa mpoBera
JIeBATh MecALeB, U 60JIe3Hb KaK Oy/ITO OT-
crymia. Ho oceHpIo ITPOIIIOTo Tofia Ie -
K03 BepHyJcs. C [eKabps feBOIKe IIPo-
BEJIM yoKe IIATh KypCOB XUMUU — Ha 3TOT
pa3 B Mockse, B HMUI] oHKOJIOTMY Me-
HU H.H. biroxuna. JJocTUIJIN peMUCCUH,
HO BPa4U CYUTAIOT, 9TO 6€3 TpaHCIUIaHTa-
IIAY KOCTHOI'O MO3Ta He 0OONTUCE.

MepBbiii pa3 B 6onbHULEe Ha-
A npoeenaAeBsaTb MecsLeB,
1 60one3Hb Kak 0yaATO OTCTYNM-
na. Ho oceHblo npownororoga
NenKo3 BEpHyncs

®OTO HALEX/bl XPAMOBOW

JlyqmimmMu poJICTBEHHBIMU AOHOpPA-
MU MOTYT CTaTh POZHBIE OPaThsI U CECTPHI.
Ho He Bcerza, BepOATHOCTB IIOJTHOTO CO-
BITQJIEHUS X T€HOB TKAaHEBOII COBMECTH-
MoCTU — 25%. A B HagyHOM CIydae 1maH-
CBI eCTh TOJIBKO y Mamu: BTopas cecTpa
He IIPOXOJIUT 10 MeTUITUHCKUM IT0Ka3a-
HuAM. Ectu Maiia He TofioiieT, JOHOPOM
CTaHeT MaMa.

Maire n HaTanie Hy>XHO IIPOBeCTH Ie-
HEeTUYeCKUU aHaJIN3, YTOOBI IIOHATD, Y€l
KOCTHBIN MO3T JIy4llle IOAOUAeT AJid I1e-
pecajiku. OTU MPOIeyPhl TOCYAAPCTBO
He OIUIagMBaer. A ellle II0cjIe TPaHCIUIaH-
tanuu Hazme 6yayT Hy»KHBI IPOTUBOWH-
(ekITMOHHBIE ITpeIapaTsl: MOKa JOHOP-
CKUY KOCTHBIY MO3T He IIPIDKUBETCS, I
Hee j100as1 nHMeKuys OyZieT CMepTeIbHO
oracHa. C rmpemnapaTamMu Ta ke UCTOPUS:
B HMUII biioxrHa UX HeT. A onieparus Ha-
MedeHa Ha Maii — 6e3 ITOMOIIY 6J1ar0TBO-
pUTeel MIAIIIeH U3 TPeX CecTep HUKAaK
He 000UTUCE.

Anekceri KameHCKMIA,

KamHUHTpaACKasa 06I1aCTh

KAK MOMO4b

ANS CNACEHUSA HAOU CAHBIYEBOM
HE XBATAET 899 117 PYb.

Tpancdysnonor HMUL, onkonorum umenu H.H. Bnoxuna Hapa Ctenansin (Mocksa):
«Y4uTbiBast INArHo3 n TXenoe TevyeHne 60nesHn, Haae no X13HeHHbIM NoKasaHusam HeobXoanma
TPaHCNNaHTaLUMs KOCTHOrO Mo3ra. Mbl nnaHnpyem NPOBECTV €€ 0T POACTBEHHOO 0HOpa. Moadopom

11 aKTMBaLVer POACTBEHHOIO JOHOPA 3aHMMAeTC HaumoHanbHbIi PerucTp JOHOPOB KOCTHOrO MO3ra
nmeru Bacu Mepesolwykosa. B neprog nocne nepecaakv Ans 3awinTbl OT TAKENbIX OCIOXKHEHMIT 1eBOYKe
noHano0sTcs NPOTMBOrpUOKOBSIA Mpenapart BUdEHS 1 NPOTMBOBMPYCHbIN npenapar dockasnp. Gockasup
He 3aperncTpupoBaH B Poccum, HO paspeLleH K NpUMeHeHNIo, TpeByeTcst ero BBO3 13-3a rpaHuLbl.

[laHHbIX JIeKapcCTB B OTAENIEHNUN HET».

CroumocTb NnekapcTs, noabopa 1 akteauyn foHopa 923 117 pyb. Teneaputenn ITPK «KanuHuHrpagy»

cobepyt 24 Thic. py6. He xBaraet 899 117 pyo.

[oporue apy3bs! Ecnn bl petwmnm cnactu Haato CaHblueBy, MyCTb BAC HE CMYLLAET LieHa CraceHus.
Jlio6oe Ballie noxepTBOBaHKe OyaeT ¢ 6naroAapHOCTbI0 NPUHSTO. JleHbr MOXHO NepeuncnnTb B PycdoHn,
11 Ha BaHkoBCKMiA cueT Mambl Hagu — Hatanbu CemeHoBHbI CaHblueBOil. Bce He0OX0aMMble PEeKBU3UTbI
eCTb B Pycdonae. MOXHO BOCMO0Nb30BATLCS U HALLEN CUCTEMOI 3NIEKTPOHHbIX NNATEeXeN, CAeNas noxepT-
BOBaHME ¢ 6aHKOBCKOI KapTbl, MOOMILHOTO TenedoHa U 3NEKTPOHHOIA HAIMYHOCTBIO, B TOM Y1CHE

1 13-3a pybexa (nogpobHoctn Ha rusfond.ru).
AkcnepTHas rpynna PycdoHpa

JIBa>XBI B OHY BOPOHKY
BuHoOBaThI 111 POAUTEIIN, €CJIN Y HUX HECKOJIBKO ,ZLETGIZ C O,ILI/IH&KOBOﬁ
HaCJIeICTBEHHOU 00JIe3HBIO

PycdoHa He pa3s cTankuBancs c Ta-
Koi cutyaumein. Cobupaem geHb-

rv Ha peGeHKa C TXXeJibIM reHeTU-
yeckum 3ab6oneBaHnem, a yepes
HECKOJIbKO JIeT Ta XXe CeMbsl CHOBa
oGpauiaeTcs 3a NOMOLLbIO: TENepb
9TO0 ero masieHbkuii 6paT unu cecrtpa,
npuyem poAmuBLLUMECS YXXe BO Bpe-

M4 leyeHusa ctapuiero. Ha nepBbin
B3rng4,3TO MOXET NoKa3aTbCs yXKa-
calouiei poouTeNnbCKomn 6ecnevyHo-
ctbio. Ha aBope XXl Bek: nasectHo

M YTO TaKoe HacneACcTBeHHble 6ones-
HU, U KaK ux usbexarb.

CTaTUCTUKU Ha 3Ty TeMY, BUJUMO,
HeT. Ho c momo1bio IipezicraButesie Pyc-
($boH/Ia B peTMOHAX 51 JIETKO HaGpaJI fiecs-
TOK IIPUMEPOB. A JAJIbIlIe TI0 IJeII0YKe —
Te POLUTE]IN 3HAIOT CBOMX TOBapHUIlel
10 HECYACTHIO U TaK Jlajiee.

«s 3H=aKOMa C HeCKOJIbKUMU CeMbs-
MU, IJie Y IBOUX JleTell BpOKIeHHasA MbI-
mevyHasa JUCTpoduUs, Kak y Hac. A B of-
HOU ceMbe TAKUX JIAKe TPOe, TeBOIKU-IT0-
TOJIK1»,— TOBOPUT AJIbOrHA My TUXUHA
u3 CBepIIOBCKOI obractu, Mama Bacu-
sucel 1 Kupnyuia. DTo TsKesast 601e3Hb.
Yacro Takue ety — Jexadue. Bacriica
GJ1arofiapsi FepOMYeCKUM YCUIUSM POZIU-
TeJlel HayIuIack XoauTh. Ho crapmmmii,
Kupwui, ymep.

B omHOUW GamIKUPCKOU ceMbe —
ZIBOE fIeTel C OyJIIe3HBIM ITTUIePMOJIH-
30M. A ellle eCTh CeMbU C HeCOBepIIeH-
HBIM OCTeOTeHe30M, MYKOBHUCIIUJO-

30M, IePBUYHBIM UMMYHOZeQUIIUTOM,
TajacceMuent. ..

TeHeTHYecKre OOJIE3HU YCTPOEHBI
TI0-pPa3HOMY, HO, eCJI1 KpaliHe yIIPOCTUTb,
OOBIYHO TaK. Y Ka)KIOTO U3 pojuTeIei
€CTh «BOJIbHBIE) TeHBI U TTAPHBIE UM 3/10-
possle. Ectm pe6eHKy OT 060UX J0CTa-
JIUCH «BOJIbHBIE, 60JIe3Hb ITPOABUTCA. Be-
POSITHOCTB TAKOTO COOBITHA — 25%. BHO
He CTOUT I10JIaraThCsA Ha CIIyJai.

Panblle, ONIATH ’Ke eCJIN YIPOILIATh,
OBLI BCETO OUH CII0OCO0: MaTepu, KOTO-
PO CIYYMJIOCH ONATH 3ab6epeMeHeTb,
I7Ie-To Ha 12-i HezeJie feJiaand OUOTICHIO
IUIOJIA U, €CJIU YTO, IIPeJIaraau abopT.
Ho Bezxp TaM 10-CaHTUMETPOBBIN YesIo-
BeueK, KOTOPBIH yiKe IIeBeJIUT PyYKaMU
1 HO)KKaMu. Celfvyac eCTh WA Ba-
puaHT — OKO ¢ reHeTHU4YeCKUM aHaJIU-
30M sM6proHa. Ho aTo B Teopuu. A 4To
B)KWA3HU?

Bo-mepBBIX, TOPMO3UT AUATHOCTUKA.
YacTo y MaMbI 60JIBHOTO PeOeHKa POXK/ia-
eTCs CIIeAyIOUIH, KOT/Ia IIepBOMY elre
He TIOCTaBWJIM JHarHO3. «<B ceMbe ¢ Tpe-
M JOYKaMU POJUTENIH IIPOCTO He yCIle-
JIV TIOHATD, YTO IIPOUCXO/IUT»,— TOBOPUT
MynuxuHa.

BrIBaeT Xy»ke: s 3HaIO CeMblo, IJe Ta-
JIACCEMUIO JJOYKU OIIPeIeIUIN II0CMePT-
HO, INaTHOCTHPOBAB y ee MJIaJlIero 6pa-
Ta. JJMaTHOCTUKU IPUXOAUTCS KIATh,
KYZIa-To 3a Heil exaTh, COOUPATh JleHb-
ru. A y poguTtesiell Ha pyKax GOJIBHON
peb6eHOK.

Bo-BTOPBIX, He XBaTaeT MeAUITMHCKON
KYJIBTYPBI ¥ B3AMOIIOHUMaHUsA Bpadei
U IAI[eHTOB, KOTOPOe MOIJIO OBl KOM-
IIeHCUPOBATh HEJOCTATOK 3HAaHUN. Ma-
Ma JleTeii-«6a604eK», HaIpuMep, 3Haia
1po DKO, Ho rofipyra ee yoeiuia «He CBsi-
3BIBaThCA, IIOTOMY YTO TaM TOPMOHBI KO-
JIFOT». MaTh IBYX JieTel C TepBUYHBIM UM-
MYHOJIe(pUITUTOM OJTHAXK/IBI IO eINIACh
¢ Pychonmom: ux ¢ My>keM IIPOBEepUIIU,
reHeTHYeCKHX II0JIOMOK He HaIILTH, «a 60-
JIe3Hb Iepefanach OT Oosiee AaTbHUX
npenkoB». Ha BCAKUM CIydaii: TeHbl Ha-
NIPAMYIO OT 6abylIeK-IelyleK K BHyKaM
He ITepexXOJiAT.

«MpI nHQOPMUpPYeM poruTenel se-
Tel ¢ HeCOBepUIeHHBIM OCTeOTeHe30M
0 puckax»,— rosoput Haranusa beso-
Ba. I TOrOBOPMJI C OHOM U3 MaM, y KOTO-
PO yKe IBOE «XPYCTaJIBHBIX» IeTel: Cyas
TI0 ee PAacCKa3y, B MOMEHT, KOT/ja OHa IT0-
Jiygasia THGOPMAIHIo, OHA O6bLIa IIPOCTO
He B TOM COCTOSTHUH, YTOOBI KaK CJIeflyeT
BCe ITIOHATH.

[IpOCTO JIeTKOMBIC/IE TOXKe GBhIBa-
eT, BOT O/IUH U3 BapHUaHTOB: «PeGeHOYeK
JIOJDKeH OBbLT POJUTHCS B KOHIIE ZIeKabps,
MBI PelJIY, 3TO BpeMs 4uyziec, Bce Oyzer
XopoI1o». Ho Takue ciyyau — peiKoCTb.
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U3 cBeXxen nouThbl

Tumyp 3axapos, 7 JIeT, JeTCKUH 1epeOpaIbHbBII
napaind, TpeGyercs iedeHue. 175 070 pyo.
Brumanue! Lena neuenus 201 070 py6.

Tenespumenu I'TPK «Bonea» cobepym 26 muwic. py6.

Korza cbIHy 6bLI MeCIl, OH BAPYT CHJIBHO IOOJIe]-
HeJI, TeMIlepaTypa ymasua [0 35, ¥ BRIPOCJIa IIHIIKA
Ha ToJI0Be. Y MaJIbIIIa OOHAPYKUIN OOJIBIIYIO0 TeMaTO-
My ¥ IIPOOIIePUPOBAIH, dyoM criacitu. Ho Tumyp co-
BCeM He pa3BUBAJICA. HecMOTps Ha JledeHNe, OH JI0 CUX
TIOp He II0JI3aeT, He XOJUT U ITOYTH He TOBOPUT, JieBas
PyKa CKOBaHa CIIaCTUKOMU. fl oueHb HaJleI0Ch Ha CIIe-
LIIMaJINCTOB MOCKOBCKOTO VIHCTUTYTa MeITeXHOIOT Ui
(MMT), HO cYeT MHe He OILIATUTB. f 0/lHa BOCIIUTBIBAIO
JIBOMIX CHIHOBE}, )KBeM Ha IIeHCHIO U II0COGHe IT0 YXO-
ny. Jluana 3axaposa, YiweaHo8ckaa 0baacms
Herpomnor UMT Enena ManaxoBa (MockBa): <Mab-
YUK HY>KIAeTCA B BOCCTAHOBUTEILHOM JiedeHUH. Tpe-
OyeTcsl KOPPEKIIHA TOHyCa MBIIII], yBeJIdeHre 00beMa
JIBIDKeHUH, BOCIIOJTHEHYEe OTCYTCTBYIOIIIX HAaBBIKOB,
Pa3BUTHE DU .

Poma TamapoBCKU, 5 JIeT, BPOXKJeHHBII
TUIEePUHCYJINMHU3M, TPeGyeTcs JIEKapCTBO Ha I'Ofl,.
148 547 pyo.

Buumanue! ITena nexapcmea 170 547 py6.

Tenespumenu I'TPK «Beneopod» cobepym 22 muic. pye.

C nosytopa JieT y POMBI CTasl pe3K0O CHIDKAThCA YPO-
BeHb caxapa. HeCKOJIbKO pa3 Mbl JIeXKaIU B GOJIBHUIIE —
COCTOSTHUIE CBIHA YXY/IIAJIOCh, OH CIabel, Tepsul CO3Ha-
Hue. [Tocsie reHeTHYECKOro 06cIenoBaHusa Pome mocra-
BWJIN JUATHO3 «TUIIEPUHCYJIUNHU3M» — U3-3d I/I36I;ITKa
WMHCYJIMHA CTPafiaeT TOJIOBHOM MO3T. Bpaun Ha3HauMIn
CBIHY IIpeIlapaT IPOIINKeM. BbI IOMOIIM HaM KyIIUThb
ero, U Terepb Poma xopo1uio ce6st 9yBCTBYeT, yDOBEHb
caxapa B HopMe. Ho JlekapCcTBO 3aKaHYMBAETCH, d IIPU-
obpecTy ero Ml He MoKeM. [loxaityiicra, momorure!
Hadexcda Tamaposckas, Beneopodckad obnacms
3aBeayromasn otgenenueM HMULL aHZOKpHUHOIO-
run Mapusa Memmuksas (MockBa): «/[jis HopMaIu3aIuu
YPOBHsI caxapa peGeHKY HeOOXOIUM ITOCTOSHHBIH ITPU-
eM IIperapaTa IIPOTJINKeM.

JIro6a Poraps, 14 j1eT, HeCOBEpIIEeHHBIN OCTEOTeHe3,
TpeOyeTcs KypcoBoe jiedeHue. 171 236 pyo.
Brumanue! Lena neuenus 547 236 py6. Komnanua LVMH
Perfumes & Cosmetics (Seldico Russia) anecna 150 moic. py6.
Komnanuu, noxcenaguiue ocmamocs HeHA38aHHbIMU, 8HECAU
150 mwic. py6. I'BY «Moceopaeompecm» — 50 mulc. py6.
Tenespumenu I'TPK «Hemenepaduo» cobepym 26 muic. pyo.

Jlouka popuiacs C iepeJIoMaMu HOT U PYK, B TPU I'o-
Jla e} TOCTaBIIIY IMATHO3 «<HeCOBEPIIEeHHBIN OCTeore-
He3» ¥ Ha3HauWIu JieyeHue. JII06a OKpeIuia, CMOIJIa CU-
JleTh, BCTaJIa U CZleJiajia IepBhle maru. Ho kak TOJIbKO
Hayasa aKTUBHO JIBUTAThCA, ITONIUIY IIePeJIOMBI 6eziep
U TOJIeHel, 3aTeM — CJIOXKHBIH ITepesioM Iuteda. Jloaka
IIpoIUIa JUINTeJIbHOe KyPCOBOe JIedeHue, ITlepeHeIa Jie-
BATH omepariuii. Ceiuac e He06XOIUMO IIPOIO/LKUTD
JiedeHre. MBI BBIHY)X/JIeHbI BHOBb OOPAaTUTHCS K BaM
3a rmomoursio. Anna Pomaps, Meanosckasd obnacms
ITepuaTp LleHTpa BpOKAE€HHOMN ITATOJIOTUH KJIU-
Huku [mo6an Mexgukan Cucrem (GMS Clinic, Mo-
ckBa) TarpaHa XacaHoBa: «/[eBouKa IlepeHecsa
HeCKOJIBKO JIeCATKOB IIepeJIOMOB, PAJ Oollepalui,
25 KypcoB Tepanuu. JIjig CoXpaHeHUsA pe3yJIbTaToOB He-
06X0IMO TIPOJIOJDKATE MeIVKAMeHTO3HOe JIeyeHe
U peabuINTAIUION.

Jlepa IIBeToBa, 1 roz, Spina bifida — BpoxmeHHBIH
IOPOK Pa3BUTHUA CIIMHHOTO MO3ra, TpedyeTcs
KOMILUIEKCHOEe 00C/IeloBaHMeE U IUIAH JIe9eHUA.
225 600 pyo.

Brumanue! Iena obcnedoganus 675 600 py6. Ipynna
komnanuii «0’KEFD enecra 150 muic. py6. IBY
«Moczopzeompecm» — 50 muic. py6. Terespument
npoepammsl «<Becmu-Mockaar cobepym 250 muwlc. py6.

Y Jlepsl BBIABUIU IPBIKY CIIMHHOTO MO3ra ele
JI0 ee poxkAeHU:A. Ha TpeTuiil IeHb XKU3HU JOUKY IIPO-
OIIepUPOBAJIN — I'PBDKY MccekIn. Onepanys Ipouuia
HeyZ,Aa4yHO, 1LI0B IO CUX II0p He 3akuBaeT. U eme y Jle-
PBI BCETO OfIHA ITOYKa, KOTOPas 9acTo BoCHaysgeTcs. Pas-
BUBAaeTCs MaJbIIIKa C OTCTaBaHUeM, ITOKa He CUJUT,
He 110J13a€eT. MBI y3HAIM, YTO B KIUHUKe D1to6an Meau-
kan CHcTeM CylnecTByeT IIporpamma «Pychonsa.Spina
bifida» — zmeTsaM ¢ oTUM 3a001€BaHEM B Te€YeHUe ToJa
IIPOBOZAT KOMILIEKCHYIO TUATHOCTUKY U Pa3pabaThIBa-
10T TUIaH JiedeHH:A. Hac TOTOBBI BKITIOUUTS B 3Ty IIPOTpaM-
My, HO TOJIBKO IIJIaTHO. MBI MOJIOZIasl CeMbs, IeHeT y HacC
HeT. [Tomorute! Mapus I[eemosa, Mockosckas obnacms
Ileguatp LleHTpa BPOKAE€HHOM IIaTOJIOTUY KIVHU-
ku Imo6an Megukan Cucrem (GMS Clinic, Mockga)
OmumsA laBpuioBa: «Y 1eBOYKY BPOXKIEHHBIH ITOPOK
Pa3BUTUA CIIUHHOTO Mo3ra — Spina bifida. EcTs cepbes-
HbIe IIPOGJIEMBI TI0 YPOJIOTHH U OPTOIeuu. MBI roTo-
BHI IIpOBecTH Jlepe KOMILIEKCHOEe 06CIeloBaHIe U CO-
CTaBUTH IUIAH JIeUeHNUs, ONIPEAENIUTD TO, UTO TPeOyeTCs
B IIEPBYIO OUepeby.

Pexsusumot A4 nomowsu ecms 6 gonde. BoamoxcHbl
eKMPOHHbLE N0XNCePMB08aHUA (N0dpobHOCML HA Tusfond.ru).

Mouta 3a Hepento 22.04.22-28.04.22

NoAYYEHO NCEM — 84

MPVHSTO B PABOTY — B0
OTMPABJIEHO B MUH3APAB P — 4
NOMYYEHO OTBETOB 13 MUH3APABA P> — &
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O PYCOOHIE

Pycdona (Poccuitckuin Gorg nomoLuy) co3man ocenbio 1996 roga
I OMOLLY aBTOpaM OTHasiHHbIX Nicem B b, NpoBepyB nuck-

Ma, Mbl pa3meLiaem ux B ,b*, Ha caiTax rusfond.ru, kommersant.ru,

B ampe Tenekanana «Poccus 1» u papmo «Bepa», B coumanbHbix ce-
TsX, @ Takxe B 155 neyarHbix, TENEBU3NOHHbIX U MHTEPHET-CMI.
B03MOXHbI NepeBofibl ¢ GaHKOBCKIX KapT, ANEKTPOHHON HayHO-
CTblo 1 SMS-co00LLeHrem, B TOM yncne 13-3a pydexa (nogpobHo-
€1 Ha rusfond.ru). Mbl npocTo nomoraem Bam nomorarb. Beero co-
BpaHo cebiwe 17,581 mappa pyd. B 2022 roay (Ha 28 anpensi) cobpaHo
518 995 504 pyb., nomoLLp nonyunn 364 pedetka. Pycdonn — nay-
pear HaumoHanbHoI npemun «CepebpsHbiii nyuHnk» 3a 2000 rog, Bxo-
vt B peectp HKO — ncnonHuteneii 061LECTBEHHO NONE3HbIX YCIyT.

B nexabpe 2021 roga Pycdhowa nonyunn rpaxt B koHkypce «Mocksa —
[100pbIit ropof» Ha NpuBneyeHne Mockeuyei B HaumoranbHbiid PLAKM,
a B sHBape 2022 rofa Bbiurpan Npe3uaeHTCKMiA rpaHT Ha OpraH13aLInio
rowncka JoHOPOB KOCTHOro Moara anst 200 6obHbIX. Mpe3uaeHT Pyc-
doHna JleB AMOuHaep — naypeat ocyaapcTBerHol npemun PO,
Anpec ¢onpa: 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 CIOXEeThbl
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