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AHOPEN
MbILIEYHAS AVCTPODUS
P [IOLLEHHA

HECMOTPS HA OUATHO3 MbILEYHOW AUCTPO®UMN OIOWEHHA U ONEPALMIO MO YOAJIEHUIO 3/TOKAYECTBEHHOW
OMYXOJn, AHOPEN OCTAETCH ONTUMUCTOM. EFO TBOPYECKAS SHEPTUS MOPAXKAET! B CBOM MATL JIET OH YXXE
HAMWUCAN CBOIO MEPBYIO KHUTY. CEMYAC Y HEFO MOSIBUITACb HOBAS MEYTA - OH XOYET CTATb YYEHbIM U PA3bICKATb
CKEJIET HACTOALLENO AMHO3ABPA!

OCHOBATE/Tb U KYPATOP XXYPHAJIA,
MELOULMHCKUM FEHETUK, O.M.H.

PEOKWNX 3ABOJIEBAHUM
3APEM'MCTPUPOBAHO B MUPE

UMEIOT FTEHETUYECKYIO
neupofy

KAX[bIA BTOPOW OP®AHHbIN
MALMEHT - 3TO PEBEHOK.

B POCCUM PACXOfbl MO
[OPOrOCTOSLLEMY NIEYEHWNIO
MHOMMX OETEN B340 HA CEBSI
rOCYLAPCTBO

TAKOE BPEMY B CPEJHEM
3AHUMAET [JOPOT'A
K NMPABUTbHOMY OUATHO3Y

CTOJbKO BEONE3HEN MOKA

HE MMEIOT MATOMEHETUYECKOIO
NEYEHWUS. CEMYAC YYEHBIE
PA3PABATbIBAIOT JECATKU
TEPAMUN

OP®AHHAS OTPAC/Ib MOJSIOLAS.
XYPHAJ «RARUS. PE[JKME
BOJIE3HU B POCCUW» CTAS MEPBOM
OUANOroBOW MOLLALKON,

HA KOTOPOW NALMEHTHI

M CMEUMATINCTbI OBCYXXOAIOT
OCTPbIE BOMPOCHI U ULLYT HA HUX
OTBETbI. B MYTb!

MABHbI PELAKTOP, MPEACEATENb
MPABJIEHWS BCEPOCCUMCKOIO OBLLECTBA
PEKUNX (OPDAHHbIX) 3ABONEBAHUA,

USIEH MOMEYUTENbCKOIO COBETA

®OH[IA «KPYI OBPA»



AHACTACINA TMEBOBA

BONE3Hb TMWWNIA MblLWLbI CUNbl, HO
AHACTACUSA MOCTABWUJIA CEBE TPU LIENUN

M KAXO0W [OBUNACh. CEMYAC MOMOIAET
TEM, KTO MPUKOBAH K MHBANIMOHOWM
KOJTACKE U OAXE HE MOXET CUOETb,
YYUTLCSH XUTb. EE AEBU3: «<HE MOXXELLb

XoauTb?

TOrQA NOS3U K CBOEM MEYTE!»

HOMEPA

3AITIABHOE

BOJIbLLUE, YEM YXYPHAJT -
3ECb YXVUBET BYYLLEE

CBOEBPEMEHHO!

BbICTPEE, TOYHEE, AOCTYINHEE

EkaTepuHa 3axapoBa: «PermcTpbl momMoratoT
M3MeHUTb byaylilee ceMen»

CTEHIA3ETA

YTPEHHUM OBXO[ Ne 4

CeMbU NaLMEHTOB B COLMAIIbHbIX CETSX:
Hapgexpa: «OcTaBbTe HalLMX AeTel B MOKOE,

npekpatnTe nx genatb NoAorbITHbIMA KPOTMKaM»

noanM ocoboro HA3SHA4YEHUA

JNTYHLWUEE YKPALLUEHUE - XXU3Hb

AHacTacusa Me6osa: «<He Moxelub natn? He
MOXelllb Jaxke cuaeTs? Torga nonsu K ceoen meytel»

HE MOXELIb OAXE CUOETb?
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MHHOBALIMM M TEXHONOM MM
BUOMATEPUAIbI
OTMNPABUJIN HA OEMNOHEHT

MeTp Cnap6ep, K.M.H., 3aBeayoL
nabopaTopuen GyHKLNOHANbHOrO aHan3a
oTgena GyHKUMOHaNbHOW reHeTuKM

DrBHY «MeanKo-reHeTUYeCKni HayYHbIn LLeHTP
MMeHu akageMuka H. . boukosa»

«OTBETCTBEHHO COBUPAEM
N OTBETCTBEHHO XPAHNM»

BsiuecnaB Ta6akoB, K.0.H., 3aBeAYIOLLNIA LIeHTPOM
KOJMEKTVBHOMO Mosb30BaHns «BrobaHky» (LIKIM)
PrbHY «MednKo-reHeTUYeCKNm Hay4HbIN LeHTP
VMeHy akagemumka H. M. BoykoBa»

OTKPbITbIY BOMNPOC

noau XayT NnePEMEH

OpdaHHOEe COObLLECTBO NOCTaBUI0
BOMPOCHI PEOPOM

3ACIY)XEHHAS HATPAIA
NMPU3HAHUE
NMony4yuiun YYEHDbIE

MpucyXAeHa reHeTnKaMm 1 BpayaM B KaHyH
[HS MeaAnNUMHCKOro paboTHKMKa

42

47

HATPALY 3ACNYXUNNN!

rPYMMA BPAYEN MEUKO-FEHETUYECKOIO HAYYHOIO
LEHTPA UMEHU AKAJLEMUKA H. IN. BOYKOBA MOJTYYUJTA
MPEMUIO «3A CO3O0AHUE HOBOIO METOJA OAUATHOCTUKU»

PEFTMOHATbHbIA ACMEKT

CUBUPCKUN FTEHOPOH],
KPEMYAET HA B3JIETKE

JliogmMuna Bopluesa, 3aBefytoLlan
oTAeneHneM MeflKo-reHeTU4YecKoro
KOHCYNbTUPOBaHMS KpacHOSPCKOro KpaeBoro
MeONKO-reHeTNYeCKOro LieHTpa

AKCIMEPTU3A

DATA-LIEHTP CO3OAET
PELLEHUE + OAPUT HAOAEXOY

Ancbiny MypTasuHa, K.M.H., 3aBeflytoLLias
nabopaTopuren HEMPOreHETUKMN

PrbHY «MeanKo-reHeTUYeCKNin HayYHbIn LIEHTP
VMeHu akageMuka H. . boukoea»

MPOEKTbDI

HY)XHblI

UHCTPYMEHTDI
PACLLUMPEHUA OOCTYNA
K UHHOBALIMOHHOM
TEPAMNUU

52
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58

9MMA OKA3AJIACb

B PEAHVMALM. BPAYU :
CMPABUNCH C CUTYALMER, |
A 3MMA HAYYUITACh
MPEOLONEBATb TPYAHOCTM. |

3MMA

HapyuwlieHne OKUCNeHUs XXUpPHbIX KUCNOT

HALLW COBbITUA

POCCUU BAXEH KAX[bIN

MayneHTCKne opraHsaLmm NPOBEV BbICTaBKY
B CoBeTe depepayunu

AOYLWEBHbIE CUJbI

TBOA XXU3Hb HE AOJDKHA
BbiTb NMOCTABJIEHA HA MNAY3Y

PeruHa KygpoBa, NC1xosior NpoeKTa NoAaepKKA

cemeil ¢ opdaHHbIMK GOMe3HAMN

PECYPCbI

HEBO3MOXXHOE CTAJ1O
BO3MOXXHbIM

HoBble aHanu3bl, CpefAcTBa peabunuTaumnm

MEQVATEKA
CKA3ATb BAXXHbIE CJIOBA

BpoLutopbl NOMoOralT ceMbaM MaLeHTOB NPONTH
CaMblli CITOXHbIA Y4aCTOK My Tu

HaTanbsa MyeBa, AMpeKTop MeAULIMHCKNIA
nporpamm Aston Health

6 @ KOMAHOA XYPHAJIA




3ABE[LYIOLLAS TABOPATOPUEN
HACNELOCTBEHHbIX BONE3HEN OBMEHA
BELLECTB ®rEHY «MEOUKO-TEHETUYECKWUM
HAYYHbIM LLEHTP UM. AKAQEMUKA

H.M. BOYKOBA», [1.M.H.

PerncTtpbl NO3BONSAIOT OTCIEXMUBATD,
Kak 6one3Hb pa3BMBaAETCS CO BPEMEHEM —
TaK Ha3blBaeMyto eCTECTBEHHYIO UCTOPUIO
3aboneBaHus, Kak NaLMeHTbl pearnpyroT
Ha pasHble BMbl Tepannu, Kakme MapLipy-
Tbl ANArHOCTUKM U NledeHus paboTaloT Nyu-
we. C noMoLbo MHGOPMaLIMN PErNCTPOB
MOXHO He TOJNIbKO OUEHWUTb, HACKOJbKO
3pdeKTUBHbI opdaHHble npenapaTbl, HO
M NnaHMpoBaTh 30paBOOXpPaHEeHVe OT 3a-
KYMKW NleKapcTB A0 co3daHus cneunanm-
31POBaHHbIX LLEHTPOB.

XoTs B MegnumHe perucTpbl MCNOSb-
3ytoTca yxe 6onee 150 net, nx 3Have-
HUWe No-npeXHeMy HefooLleHUBaeTcH,
0COBEeHHO B chepe pefkmx 6onesHen.
A Beflb OTCYTCTBME TaKUX 6a3 AaHHbIX Ya-
CTO CTaHOBUTCS rMaBHbIM TOPMO30M [ 115
pa3paboTKM HOBbIX MOAXOOO0B K Tepanum
M UCCNefoBaHUSM B LIESIOM.

MeguumMHCKMe perncTpbl — aTo He TO
e caMoe, YTO peecTpbl UK 6a3bl faHHbIX.
OHu oTnmMyatloTCH NO LensaMm, Nogxofaam
K cbopy MHPOpMaL MK U rybuHe aHanmsa.

— 3TO Yalle
CNNCKU, PUKCHpPYIOLLME KOMYECTBO Mna-
LuMeHToB. MicnonbaytoTcs, Hanpumep, A4S
OLeHKM noTpebHocTu B Tepanun. OHM He
[aloT BO3MOXXHOCTW ANS aHann3a KInH1-
YeCKMX AaHHbIX NN HayYHbIX BbIBOLOB.

— 3TO XpaHunIuLe MH-
dopMaLmmn. Takon TUN paboTbl He nMeeT
3a Cob0M XMBOro KOHTaKTa € naumeHTamu,
M faHHble He OBHOBNAIOTCA NO onpepfe-
neHHoMmy nnaHy. OfHako aTa MHdopMaLms
MOXeT MPUMEHATLCS OIS Hay4YHbIX Lienen,
Harnpumep ONs aHannsa cnekTpa pasnmy-
HbIX FeHETUYECKMX BapUaHTOB, UX Pacnpo-
CTPaHeHHOCTU B Pa3HbIX pernoHax.

— 370 yXe
HabnofaTenbHble nccnefoBaHns. B H1X
Bpayu cucteMaTn4eckm cobmpatoT MHpop-
MaLMIo y MauneHToB B pearnbHOM XU3HU:
KaK npoTekaeT 60ne3Hb, Kakue MeTofbl
NlevYeHns HasHa4yaloTCcs, Kak MeHdeTcsH
COCTOSIHME CO BpeMeHeM. JleyeHue Ha-
3HayaeTCcs He Mo MPOTOKONY nccnegosa-
HUS, @ B paMKaX 06blYHOWM KIMHUYECKOMN
NPaKTUKWU, UMEHHO NO3TOMY TaKue fiaHHble
OCOBEHHO LieHHbl. B oTn4yme oT KnnHm-
YeCKMX UCCNefoBaHUn, rAe 4acTo ecTb
OorpaHuUyeHus No BKIIIOYEHWNIO, B PErUCTPbI
MOryT MOMNacTb CaMble pa3Hble NaLmeHThl,
YTO fleNaeT KapTUHY bonee peanncTUYHOMN.

[ns pegKmx 60ne3Hen perncTpbl — aTo
He NMPOCTO Ba)kHbIli MHCTPYMEHT, a 3a4a-
CTYIO €[QMHCTBEHHbIN Croco6 HaKoMUTb
3HaHWs. Bes TakMx faHHbIX CIOXKHO pas-
pabaTbiBaTb HOBbIE JIeKapCTBa M 060CHO-
BblBaTb HEO6XOOMMOCTb UX BKIIIOYEHUS
B rOCyfapCTBEHHbIe MPOrpaMMbl.

CosfaHue 1 pasBUTME PErucTpoB —
3TO MHBeCTMUMSA B 6yayuiee. OHM NOMO-
ratoT NPUHUMaTb PeLIeHUsl, KOTopble Me-
HAIOT Cyab6bl Nofeli: BOBpeMs MOCTaBUTb
[IMarHo3, HasHaYTb NMPaBUIIbHOE NleYeHIe,
YNYULWNTb KaYeCTBO XKU3HU.

Korpga Bbl laeTe cornacue Ha y4actue
B PErUCTPE, Bbl CTAHOBUTECH YaCTbIO 60/1b-
LLIOW 1 BaKHOM paboTbl — PabOoTbl MO yy4-
LUEHMIO AMArHOCTUKM, NEYEHUS N XKU3HU
nofel ¢ pegkummn 3abonesaHuamMn. bes
perncTpa y4yeHbiM 1 Bpayam CI0XHO Mo-
HATb, KaK MMEHHO NpoTeKaeT 60/1e3Hb,
KaKve CUMMTOMbI BCTPEYaloTCs Yalle, YTo
MOMOraeT, a YTo HeT. HanpuMep, UMEHHO
611arogaps perMcTpam cTasio BO3MOXKHO
B KOPOTKME CPOKM paspaboTaTb U 0f0-
6pUTb GEPMEHTHYIO 3aMeCTUTESNbHYIO
Tepanuio npu 6one3Hu MomMre, a B HEKO-
TOPbIX CTpaHax fa)ke 060CHOBaTb HEOHa-
TasnbHbIN CKPUHWHT O paHee He guarHo-
CTMPYEMbIX 3a60/1eBaHW.

HAYYHbIV MPOEKT
Mo U3YYEHUIO
BONE3HU NOMIE,
BONE3HN HUMAHHA -
NMUKA TUMA A/B

MPOrPAMMBI MOOOEPXKU
OUATHOCTUKWU, CENNEKTUBHOIO
CKPUHUHIA, BHEOPEHUA
KITMHUKO-CTATUCTUYECKUX
reynn



MOMHO NPOYUTATb MHOIO CTATEI B CEPbE3HbIX N3AHNAX, HA CANTAX
NHOOPMALIMOHHBIX ATEHTCTB B MHTEPHETE. HE BCETAA 3A O®ULWNAJIBHBIMA
OOPMYJINPOBKAMI NOHATHO, YTO BOJIHYET N PAOYET CEMbIO. A BOT JAXE

OTPbIBOYHbIE, KOPOTKNE KOMMEHTAPWUW B COLNAJIbHbBIX CETAX,
MECCEHEPAX JAKT NOYYBCTBOBATb HACTOALLNIA NYNbC

YTPEHHW OBX04 N 4

I

E‘I
O 3AMEHE
OPUT'MHAJIBbHbIX

MPEMAPATOB
HA IXEHEPUKU

o JIAYPA

BOT 3ATAKA, KAK PETVOHbI

B 2022-2023 FOJAX 3AKYMUIN
[OXXEHEPUK, IO KOHLIA

HE MCCIEQOBAHHbIN HA TOT
MOMEHT, HA MUNTTMOHbI PYBIIEN.
OKA3bIBAETCS, TAK MOXHO...

TAK MOXET KAX[bIV B3Tb
MOJEKYIY U 3APABATbIBATb
LEHBIN. MHE KAXETCS, YTO
CEMYAC U MPOUCXOOUT

Y HAC MO BCEM TMPEMAPATAM.

«§1 CTIEMWUIA U3 TOTO, YTO BbI/TO».
DAPMXAKMHT. IMABHOE,

YTOBbI [JELLEBO.

o TATbAHA

..MHTEPECHO, HA CKOJIbKO
MOryT 3AJEPXXATb [1bIXAHUE
TE, KTO HALLYMAJ1 TAKOM
noaxop B PELLEHWK BOMPOCA
OBECIMEYEHUA NALUMEHTOB
C IMATHO30M «MYKOBUCLMOO3»
TAKUM COMHUTEJIbHbIM
TAPTETHbIM MPEMAPATOM... M ETO
«BOJILWEBHBIMU» CBOMCTBAMU?
ECJIN 9 OLLUMBAIOCb, AOKAXUTE
OBPATHOE! B TAKMX CITYYAAX
HY)XHbl TO/TbKO JOKASATEJ/IbHASA
MH®OPMALIUA N BA3A!

OTEYECTBEHHbIV NIEKAPCTBEHHbIN
MPEMAPAT MOJTYYAEM YXE
BOJbLLUE ABYX JIET. OBLLAEMCS

C POOMUTENSMU, YbM OETU TOXKE
MPUHUMAIOT HALL POCCUNCKNI
MPEMAPAT. KOHEYHO, HAM Ebl BCEM
XOTENOCb 3APAHEE 3HATb O TOM,
KAK EFO MPOU3BOJST, M KAKUE
BbISIN Y HAC UICCNEQOBAHUS.
YTOBbI BEbITb BOSIEE CMTIOKOMHbLIMU,
KOr[A EFO HA3HAUYMNN B3AMEH
MMMOPTHOIO MPEMAPATA.
MALMEHTbI — 3TO XE TE, PAQU KOO
CO3[AIOTCS NNEKAPCTBA, HALIO,
MPEX[JE YEM YTO-TO HA3HAYUTb,
PACCKA3ATb BCE MOOPOEHO MPO
NEKAPCTBO.

° TATbAHA

MHOCTPAHHASA KOMMNAHUA,
MPOU3BOJUTENTb OPUTMHAJIBHOIO
MPEMNAPATA, TOTOBA PABEOTATb

C POCCUEM, HUKTO U3 CTPAHbI
HUKYOA HE YXOOUT. OHU NOOANN
BO BCE MHCTAHUWN HA HAPYLLEHUE
MATEHTHOIO NMPABA. HUKAKUX
VCCNEOOBAHUI HUKTO HE BUOEN.

0 AHACTACHUA

B APFEHTUHE BOJIbHbIE

HE MPUHUMAIOT TAKOW MPEMAPAT.
HUIQE B MUPE EIFO HE HASHAYALOT.
OH HE MPOLLEN UCMbBITAHUSA, TAKUX
OAHHbIX HAFQE HET!! OTKPOUTE
XE CBOU IMASA! HET 3AMEHE!!!
ECTb OPUTMHAN, EFO rOTOBbI
MOCTAB/ATb B POCCULIO.

NALUMEHTCKUE
OPrAHU3ALMU HA CAUTE
MrHL

3TO OYEHb BAXHbI PA3LEN,
rOE NoOM OEASTCS OMNbITOM
1 MOOAEPKMBAIOT OPYT APYTA.

O 3AKVYTIKE TCP

o FYNbHA3
«3AKYNMUIT HYXXHOE U3OENNE» —
BOT 3TA ®PA3A JO/MKHA BbITb

HA NEPBOM MECTE! HO BbIJAIOT TO,

YTO BbIFOAHO UM...

O CEPTUDPUKATAX
Ang OnNATbl NEKAPCTB

o TATbAHA

MPO 3NIEKTPOHHbIV CEPTUDUKAT...
3TO, BUOAMMO, HE BO BCEX
PEMMOHAX... Y HAC TOYHO HET.
AT[OE ECTb-TO? UHTEPECHO.

A TAK OBbI4YHbIE METOOUYECKUE
YKA3AHWS... ELLEE Bbl UCMOJTHANN
MX... ATO HAMUCATb-TO
HAMUCANN, A MO DAKTY....

O NPUYNHEHUU BPEOA
300POBbIO

Q HALIEX[TA

CTPAHHO BCE. F[IE-TO
YBESIMYMBAIOT CPOKM, FAE-TO
COKPALLLAIOT. A [[IE PELUEHUE
PEMYNIITOPA O BECMEPEBOMHOM
MOAJEPYMBAIOLLEEN TEPAMUN?

KAK MUH3[IPAB OCTABUI
MOAOMEYHbBIX GOHAA MO HALLEMY
3ABOJIEBAHMIO BE3 MPEMAPATA
CPA3Y XE MOCJIE HOBOIO FOf]A?
MHTEPECHO, A MUH3[JPAB [JOBEN 10
YYPEOUTENS GOHMA (MPE3UOEHTA
POCCUM) UHOOPMALIMIO OB
YMBILLAEHHOM MPUYUHEHUM BPELA
3[J0POBbIO BbILUEYKA3AHHbIX
BOJIbHbIX, MPEPBAB JIEYEHME,

A B JANbHEMLLEM HABAI3AB
CPABHUTESIbHO TAKOW XE MO
CTOUMOCTM IKEHEPMK, KAK

M OPUrMHAT, TOSTbKO BE3
[OKA3AHHOM 3G DEKTUBHOCTU?

KAK Bbl OTHOCUTECDb
K 3AMEHE OPUT'MHAJIBHOIO
MPEMNAPATA HA ODKEHEPUK?

MOAQLEPXMBAIO
G 20%

nPOTUB
G  ¢2%
COMHEBAIOCb

@& 10%

MHE BCE PABHO

@® 3%

OPYIrOE

@ 5%

O HOBOM CEPBUCE
C CAHATOPUAMU

e ONnbrA

MPOBJIEMA B TOM, YTO HV OAVH
M3 CAHATOPUEB HE FOTOB
MPUHSATb NASITMATUBHOIO
PEBEHKA. MO KPAMHEN MEPE

1 TAKMX HE HALLJIA.

EBA

X-CLIEMNEHHbIN
rMNodOCHATEMUYECKUN
PAXUT

EBA BYOET TAHLIEBATb HA HACTOSILLEN CLIEHE!

N XOTS 00 HAYATA NEYEHWUSA EE HE BPANU

B TAHLEBAJIbHbIE KPY)KKW, EBA HE YHBIBATA.

B YETHIPE FOOA HAYYUIACH YATATb, A B CEMb JIET
COCTOSNIACb NMEPBAS BbICTABKA EE PUCYHKOB.
HAKOHELL TEPAMWS MO3BOJTUIIA CEbITbCH

W IMABHOWM MEYTE: TEMEPb EBA TAHLLYET.

BCEPOCCUMCKOE [a]#%<#i[E] PEAKME Ei}ﬁf-‘
OBLLECTBO ‘_’E&;ﬁ METKU 7

OP®AHHbIX ﬁ:.g Fra
3ABONIEBAHMA  [W]w8<1x= [=] e
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270 6bINV NPEABECTHUKM Cepbe3HOM 60Ne3HN, AnarHos
e NoCTaBUNM TONbKO B nonTtopa roga. OgHako, Korga no-
SABUINCb FEHETUYECKME TECTbI, OKasanochk, 4Tto a1o |l Tun
CMUHaNbHOM MblleYHow aTpodun. TeyeHne 3aboneBaHms
TSHKEeNoe, HO He C TaKMM CTPaLUHbIM MPOrHO30M.

«B peTcTBE XWa cO CBOMM OUarHO30M fierko, no-
TOMy 4YTO MaMma, 6abyluKka, fefyLika n Bce POACTBEHHU-
KW MeHs NognepXmnBanm, — BCNoMMHaeT AHacTacus. —
MeH§ HMKorga He yrnpekanu, He nNpsaTanu — HaobopoT,
CTapanucb co3faBaTb YC/IOBUS, YTOObI 9 pa3BmMBasnach.
A yunnacob B LIKONe, APYXXMUNa Co CBEPCTHUKaMU. VIHOrAa
CTaHOBWNOCb HEMHOIO O6UAHO, KOrga XoTesioCb Yero-To
60/1bLLErO, HO 51 HE 3aLMKNMBanach M BCerga octaBanachb
AKTUBHbBIM N 0OLMNTENbHbIM PEBEHKOMY.

10

C npodeccuen yragana He cpasy: Nocsie LWKObI noLuna
YyUnUTbCS Ha Byxrantepa, HO paboTa ¢ undpamm nokasa-
nacb e cCKy4yHoW. bosblue HpaBunack paboTa ¢ NoAbMU,
v Torga AHactacus pelunna obyyaTtb AeTen TBOPYECTBY.
B 18 neT ycTpowunach B TBOPYECKYIO MacTEPCKYIO Mpu pe-
abunNMTaLMOHHOM LieHTpe «ByToBO», NOTOM Bbly4Ynsiacb Ha
rncuxonora. N Bno6unacb B CBOIO HOBYIO paboTy. Tenepb
OHa YYUT peabnnmntaHToB TEXHMKaM buceponneTeHums.
«[TneTeHne 13 bucepa oYeHb NONIe3HO AJ1A Pa3BUTUSA
MOTOPWKM, KOOPANHALNY ABMXXEHUI, TBOPYECKOrO MbILL-
neHuns, — nosicHseT AHacTacus. — Kpome Toro, Mbl MHOIO
pasroBapuBaeM Ha pa3sHble TeMbl, Ae/TIMMCSH HOBOCTSAMMU,
ycnexamu, nepexvsaHnsaMu. Tepannsa CIOBOM NoMoraeT
LEeTAM M MOJOAbIM JIOASM PacKpbITbCH, NpeofonesaTb
CBOM CTpaxu, HalTu gpy3en. A poauTensMm fato coBeThl,
Kak nopgpepxaTb pebeHka. C HEKOTOPbIMU Mbl APYXUM
y>ke MHoro net! NlHorga mbl BCTpevyaemcs, ycTpanea-
eM Mporynku 1 faxe nyTelwecTsyeM BMecTe. f Bcerga
OTKpbITa 4119 06LieHWs, roToBa NogaepXaTtb M MOMOYb.
XoyeTcs, 4Tobbl BCe 3apsiKaiMcCb MOMM NO3UTUBOMY.
MIMeHHO Takas paboTa nomorna AHacTacum npespa-
TUTb CBOIO XM3Hb C TSHXKENbIM 3a60NeBaHNEM B KU3Hb
VMHTEPECHY!I0, HaCbILLEHHYIO OPY>X60M 1 cobbiTusMn. Ce-
rOLHS BOKPYT MHOTO ftofel (M He TOMbKO C OrpaHmnyeH-
HbIMW BO3MOXHOCTSIMU 30,0P0BbA!) 13 pasHbIX FOPOAOB.

roa 3ArogoM HA TBOUX IMA3AX
PEBEHOK YUYUTCA OENATb TO, HTO

M EMY, U OAXE EFO MAME PAHBLLE
KA3ANOCb HEPEAJIbHbLIM. HY)XXHO
BUOETb PAOOCTb PEBEHKA U BOCTOPI
MAMBbI! CHACTBE PYIUX - 3TO
BOOXHOBEHUE ONA MEHSA!

Eule B 18 neT AHacTacus nocTaBuna rnaBHyto Lesb B CBO-
€M XN3HN — co3aaTth cemblo. C ee-To guarHosom?.. Ho Bce
)Xe OHa nocTaBuna cebe Tpu Lenn: caenatb onepauuio,
HaMTU My>Xa U poauTb pebeHKa. YCTaHOBWIa U «[ef-
naviH» — BCe OCYyLecTBUTb A0 25 neT, NOCKONbKy GUsn-
YeCKMX CNOCOBHOCTEN Masno, a C BO3pacToOM poOXLeHNe
pebeHKa JaeTcs CNOXHee fa)ke 3[0POBOW XEHLLMHE.
B 310 TPygHO NOBEPUTD, HO Y MOMOAOM AeBYLWKM co CMA
BCE Nony4mnocsb!

B 2010 ropy pewwmnacbh Ha onepaumio B PuHASHANN.
Bpauu ycTaHOBUNY NOJAEPKMBAIOLLYIO KOHCTPYKLMIO Ha
NO3BOHOYHUK, YTOBbI CUMNBbHBIN CKONO3, KOTOPbI pasBu-
Basnics Ha poHe 60ne3HN, He Mellan AbllaTb, ABUraThCs,
a B byayLUueM 3TO MOMOINOo 6bl e BLIHOCUTb pebeHKa.

CnefyoWwmMm NyHKTOM CTanm NOUCKU CNYTHUKA XU3HW.
Byoywmin myx, Bnagummnp, no poTtorpadum noHpaBunca
Cpasy: KpacKBble r1asa, My>XeCTBEHHbIM 1 JO6PbIV B3rnsg.
Yepes MecsL, nepenmcku MooLon YeNnoBeK NpensioxXun
PbIXXEBONOCOM 06asTeNnlbHOM AHacTacum BCTPETUTLCSH. DTO
Oblna camMas CIoXXHas TOYKa — KaK NPU3HaTbCA B OCO6EH-
HOCTSIX CBOEro 300poBbs? Pewmnace.

Y)e No3)ke oHa y3HaeT, YTO HMKOrga OH B XXU3HU He
nnakar, Kak B TOT fieHb. XOTS M [0 3TOro pasrosopa npep-
4YyBCTBME BbINO, YTO HacTs YTO-TO CKpbIBaeT. «Mbl BMecTe
y>xe 12 neT, HO Korga BCrOMMHAEM UCTOPUIO HaLlero 3Ha-
KOMCTBa, TO MOHMMaeM, YTO Mbl — 1BE POACTBEHHbIE OYLUIN,
KOTOPbIM MOCHACT/IMBUIIOCH BCTPETUTLCA».

BJTAOUMUP MPOCUJT O BCTPEYE,
HO AHACTACUSA HE PELLAJIACb:
BOAJIACD, YBUOUT EE U UCHESHET.
BMECTE OHU YXE 12 IET



M BoobLLe BClo 3Ty fopory en Beano! Kak 6yATo KTo-To

cneumanbHO OTNPAaBNAN K HEM HaBCTPeYy NOAel, KoTopble
nopgepxat. «<MHe nonaganucb xopolne ngu, Bpayu,
HWKTO He OTroBapmBasl U CNOBa MNJIOXOro He CKasal, YTo
Yy MEH$l FeHeT1Ka 1 3a4eM poxXKaTb».

[ne6 pogwnncya 4yTb paHblle cpoKa: Ha 36-Hepere
Monopon mame co CMA npoBenu KecapeBo ceyeHue. AHa-
CTacusi 40 CUX MNOP MOMHUT BECb KaneraoCKon 3MOLUNA.
CaMbili CTpaLUHbIi MOMEHT, KOrfAa BBOAMIM HApKO3: «H 60-
sinack, YTO pebeHOK PoOAnUTCS, a 1 caMa He NPOCHYCb...
A Korpa Bce Nony4Ynnoch, HaCTYMNUIO HaCcTosILLLEE CHACTbe.
Cemyac aToMy cyacTbio yxe 10 net».

YEOUHUTBCSHA - 3TO HE NMPO MEH4,

MHE XO4YETCHA NOCTOAHHOIO ABMXXEHUA.
FOE WYM, TAM 4. 3A 3TO, HABEPHOE, JTIOBJ1IO
MOCKBY. MHE HPABATCHA 9TA CYETA

M HEOBXOOAMMOCTb KYOA-TO CMELWNTb.
DPUBNYECKU TAKUX CUJT, KOHEYHO, HET,

HO BHYTPU YTO-TO XXUBET U XOYET
BbIPBATbCA HA BOJO

BMecTe ¢ cblHOM No6AT nyTewecTBoBaTh No Mockse.
Cronuua B 3TOM NnaHe NPoABUHYNach faneko, ecTb Takcu
C NogbeMHMKaMMN, MHOIO 06bEKTOB rOPOACKOM UHbpa-
CTPYKTYPbI ANS N04eN ¢ MHBaNMAHOCTbIO. 300MapKu, My-
3eun, TeaTpbl, OKeaHapuyM - Besfe CTapaloTcs NobbiBaTh.
A elle ceMbs [1e60BbIX NOOBUT Ny TELECTBOBATb.

El «nocyacTnMBUIOCh» MPUHMMAaTL NpenapaT TO/IbKO He-
CKOJ1bKO MecsueB, ewe B 2020 rogy. B HekoTOpbIX perno-
HaX /leKapCTBO BblaloT, HO B MOCKBe NaToreHeTU4eCKyto
Tepanuio He NMosyyYaeT HU OfVMH U3 B3POCIbIX MaLUeHTOB
CO CNUHaNbHOM MbIWEYHOM aTpodUeEn.

AHacTacusi BMecTe ¢ ApyrMMn naumeHTaMmm HeogHo-
KpaTHO y4acTBOBasa B NMUKeTax, obpallanack B cyd. Ho
0eno Tak U He caBMHYNOCb. «OT Tepanun ecTb apPeKT,
HO ee cemnyac, K CoXaneHuto, HeT... H yxe He pBy cebe
AYLY, @ NPOAOKaI0 XNUTb, MOTOMY YTO €CTb Pafm Koro.
HekoTopsble naumeHTbl co CMA yexanu B pyrme pervoHsi,
YTOGbI MOMYYNTb AONrOXAaHHOE nevyeHne. Mbl, MOCKBU-
4K, BCE XKe HafleeMcs, YTO Yy[o NpOou30oMaeT 1 Tepanus
MOSIBUTCS B CTONNLE.




A ELLE EE PELIENT CYHACTbA — OTKPbITOCTb. «4 BCEFOA CTPEMUJTIACH BE3[JE NOYYACTBOBATb, 6Y[1b TO CbEMKW, UHTEPBbIO,
NMOE3[KA HA KMHOMPEMBEPY UJTN NMOKA3 MO[».

He roeBopwuna He NOTOMY, YTO HeT Npo6neM, a MPocTo
Y Hee TaKoM NOOXOM K XXNU3HU — faxe B TSHXKenbIX 06CToNA-
TenbCTBaxX MOXHO cobpaTb KPacuBbIN Yy30p. «Y Kax[oro
YyesloBeKa CBOW TPaBMbl U CTOXKHOCTU, N MEPEXMBAIOT UX
no-pasHomy. Ho g xo4y npogos/mkaTb HacTpamBaTb NIOAEN
Ha MO3UTUBHOE, YTOGbLI OHWU YYUNUCH HAMOMHATbL CBOIO
YXU3Hb YOOBONbCTBMAMMU, ByOb TO X0661, TBOPUECTBO, J0-
61Mas paboTa, CeMbsl UM BCTpeUun ¢ apysbamu. “Crnne-
CTU” XKU3Hb CHACT/IMBO — 3TO B HaALLUX PyKax».

TEKCT: AHHA JTABYPLIEBA

WLLNTE CEBS BE3[IE — JAXKE
OOMA. B UHTEPHETE MOXHO
HANTU MPOMPECCUIO, YBITEYEHME,
NOBOBb. OCO3HAMTE CBOIO
LIENb U ABUIFANTECH K HEW.

ChnauLb B KONMACKE? YXXE
XOPOLUO, MOTOMY 4YTO ECTb
N CNOXHEE CUTYALUN,

M OAXE B HUX NTIOOUN XXUBYT.

YEJTOBEK OOJXEH BPATb

CEB4 B PYKU U MPOXUBATb
CBOIO XXM3Hb B JTIOBOM
MONTOXXEHUWN. HE MOXELLb WOTN?
HE MOXELLb OAXE EXATb?
TOrOA Mos3u K CBOEN MEYTE!

KAXObIN ®USUYECKU 300POBbLIN
YENOBEK [IO/MKEH LLEHUTb CBOIO

YKW3Hb, BEfb EMY TAK MOBE3J10 —
Y HEFO HET OFPAHUYEHUIA,

OH MOXET JOBUTLCS BCEFO!

TO, YTO KAXETCS NPOBJIEMOWN,
PA3PELLMMO. MPOCTO HACTPOWTE
CEBSA HA TO, YTO MOXXETE BCE.

MPOXXUBAWTE XXWU3Hb HA BCIO
KATYLKY, OCTABJ1A4 NMOCJIE CEBA
TOJIbKO XOPOLLEE.



K [ IEQUNLUMHCKUX HAYK,
3ABEYIOWMIM NNAEOPATOPUEN
®YHKLUMOHANBHOIO AHANIU3A OTAENA
®YHKLUNOHATNBHOM FEHETUKMU

®rBEHY «<MEOUKO-TEHETUYECKWUM
HAYYHbI LLEHTP UMEHU AKALIEMUKA
H. M. BOYKOBA»

COocCy[ OblOAPA C XXNOKUM A30TOM, B KOTOPOM XPAHATCA KJTETOYHbIE KYJIbTYPbI



BUOBAHK B MEAWNKO-TEHETUYECKOM HAYYHOM LLEEHTPE NMEHW
AKALEMWKA H.NM. BOYKOBA (®rBEHY «MIHL»)

MeTp AHppeeBuY, 6M06aHKUN — 3TO HO-
Basi TeMa gns Poccuu unu oHa npocTo
paHblUe He ajpuumpoBanacb?

3a pyb6exom 6mobaHKM NOSBUNIUCH
YyTb paHblUe, HO 1N Y HaC 3Ta UCTopUS He
TakKasi y)XX HoBasi: B Poccuun 6MobaHKu Ha-
Yanm NoaBNATbLCSA ¢ Hayana 2000-x. Pop-
MUpPOBaTb CBOM BMOKONNEKLMN HavYanm
MedUNUMHCKNE YUYpexaeHus, roe ecTb Uc-
cnepoBaTtesibCcKue LeHTpsbl. Y Hac, B MITHL,
61o6aHK BO3HUK ewe B 2017 rogy. MNMoHAaT-
HO, YTO M paHblLe nabopaTopum XpaHuIm
MaTepuarnbl, CobpaHHble NPWY AUarHOCTUKE,
HO CMCTEMHOE XpaHeHMe 1 HaKonneHne —
9TO OTHOCUTENIbHO HOBas TeMa. CerogHs
B Poccum 0ecaTkm pocCUMCKnX yupexae-
HUIM 3aHMMatoTCS BaHKMPOBaHMEM, co3fa-
Ha accolMauus, B KOTOPYHO BOLIU W HaLLW
npegcTaBUTENM.

CKONbKO ceivyac KNeTOUHbIX KYNbTyp
B 6Mo6aHKe MeguKO-reHeTU4EeCKoro
Hay4Horo ueHTpa?

Y)xe 6onee 3 ThiCAY, XOTS elle HeJaB-
HO 3TO 66110 Nopsigka 100-150 obpasLos.
CWNbHbIM TONYOK PasBUTUIO HaLlero 6mo-
6aHKa fan cneuunanbHbIA FPaHT, KOTO-
pbifi Mbl nOAy4Ynnmn ot MuUHOBpPHayKu
B 2021 rogy Ha pa3BuUTUe Buopecypc-
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HbIX KONeKuui. Mbl BOWNK B COCTaB
15 opraHmMsaunii, KoTopble Takol pabo-
TOW 3aHANNCh, 6bila cCo3faHa KoMaHa 13
30 cneunanmMcToB BO rNaBe C AUPEKTO-
pom MIMHL, [OKTOPOM MegULMHCKUX HayK
CepreeM MBaHoBMYeM KyLieBbIM. 3TO 6bina
Ba)XHasl rocyfapcTBeHHas NopafepiKKa:
BCe MOHMMaMN, YTO BUOKONNEKLMUN YxKe
CYLLECTBYIOT B pPa3HbIX Y4YpexxaeHUsax, HO
VX HY>XHO CMCTEMaTU3NpOBaThb, CO3[aTb
afanTypOBaHHble K HaLIWM YCNOBUSM MPo-
Leaypbl, NpaBuia cbopa 1 XxpaHeHUs.

CerofHs y>xe Bce nabopatopun Ha-
LIero ueHTpa nonb3ylTcs HaWrMm MaTe-
pvanaMm Ans UccrefoBaTenbCKON fes-
TeNbHOCTW, YyTOYHEHWs AmarHosa. IHTepec
K KONNEeKUMM NPosBASOT UccregoBaTenm
M N3 Opyrux opraHmsaumi.

Peakux reHeTu4eckux aabonesaHui
M COCTOSIHUI B MMpPE 3KCMnepTbl
HaCUYMTbIBAIOT OKOJIO 7 ThiCSM.
Bo3Mo)KHO nu cobpaTb 7 TbicaY
KY/IbTYP — M0 KaXA0MY U3 HUX?

Mo)HO cobpaTb 1 6onblue, HO LUene-
CO06pa3HO akKKyMynIMpoBaTb KYMbTYPbI MO
6ornee pacnpocTpaHeHHbIM FreHETUYECKNM
3aboneBaHUAM, BK/IlOYas opdaHHble, — Mo
pa3HbIM TUMaM Takux 6onesHemn, pasHbIM

UK BIOBANK

OfWH 13 MEPBbIX

MWNPOBbIX BMOBEAHKOB,
BMOBAHK BEJIMKOBEPUTAHWN.
TAM XPAHATCS OBE3/TMYEHHBIE
BMOJTIOrMYECKUE OBPA3LIbI

M IAHHBIE O COCTOSIHUN
3[10POBbS NMPUMEPHO
NMONYMUIIIMOHA YEJIOBEK.

B MPOEKT BbIIY MPUMTALLEHbI
AOBPOBOJIbLIbI OT 40

A0 69 NET

reHeTU4YeCKMM MyTaLMaM, C Pa3HbiMM Ba-
pvaHTaMKn TeYeHus:, TO eCcTb pasHoobpa-
31e BaXKHO MMEHHO C 3TOM TOYKM 3PEHUS.
YT0 KacaeTcs KynbTyp No BCeM 7 Thics-
YaM pefKunx 6onesHeln, To Cpeam HUX ecTb
W ynbTpapefkue, C KOTOPbIMU AuarHocT
M Bpay 3a BCIO XM3Hb, MOXET 6bITb, U HE
BCTPETATCA, @ MaTepuanbl Mbl Nony4yaem
VIMEHHO OT HUX.

Ecnu cpaBHMBaTb Haliu 6M06aHKuK
€ 3apy6exXHbIMU, B 4eM ceifvac y Hac
obee ¥ pasHuya?

Ecnv ons npyMepa B39Tb O4VH U3 Hau-
6onee N3BeCTHbIX BMobaHkoB, UK Biobank
B BennkobputaHun, Tam 3TO HaLMOHab-
HbI MPOEKT, KOTOPbIA MOoAAepPXMBaeTCs
npaBUTeNbCTBOM. Ha ero passutmne 6binm
BblAeNeHbl MUNMTNOHbI GYHTOB. Y Hac
MacwTabbl NMoka apyrve, TeM He MeHee
Mbl B paMkax MIMHL, MakcumManbHO cTaH-
0apTU3MPOBaHHO cobupaeM reHeTuye-
CKUI MaTepuan, 6yab TO KPOBb, MOYa MU
dubponnacTol (TKaHeBble MaTepuansbl).

CTOJIbKO OBPA3LIOB Y)XXE
COBPAHO B rEHETUYECKOM
BMOBAHKE

NOABJIEHUE BUOBAHKA

MO rEHETUYECKUM 3ABEOJIEBAHUAM
MPOCTUMYNNPOBAJIO HOBbIE
WUCCJTIEOQOBATEJIbCKUE MPOEKTDI,

A HAYYHbIE UCCJTIEOOBAHUA

MO OTAEJNIbHbIM 3ABOJIEBAHUAM
NMO3BOJIUIIU COBPATb
YHUKAJIbHbIE BUOKOEKUNA

HA HEKOTOPbIE OBPA3LbI
HAHOCATCA WTPUXKOAbI,
OPYITME MAPKUPYIOTCSA
BPYYHYIO

M XpaHUTCS 3TO BCEe Yy HaC TaK Xe CTaH-
0apTU3MpOBaHHbLIM 06pa3oM. B otnnyme
oT UK Biobanky Hac cobpaHbl KleTo4Hble
KynbTYpbl, PU6P06acTbl, @ OHN NpeacTaB-
NAOT MaKCUMasIbHYO Hay4YHYIO LLleHHOCTb.
1 cpaBHMBanN HallW NokasaTenu ¢ faH-
HbIMU €BPOMEeNCKOW Konnekuuu, rge
cobpaHbl JaHHble No opdaHHbIM 3a60-
neBaHUSM psafa eBpPOMenCcKUX CcTpaH
M HEKOTOpbIX cTpaH bamxHero BocToka,
B TOM yumcne N3panns. Tam pedb NprUMepHo
0 20 pa3sHbIXx 61MobaHKax N MMeeTcH cTa-
TUCTMKa no obpasuam. No pnbpobnactam
yepes rofyK Mbl UX, MOXanym, o6roHnM.
Taknx o6pasLoB B Hall 6MobaHK Mbl MO-
Ny4aeM y>Ke No HECKOJIbKY COTEH B FOA.

Kakos npakTuyeckuii pesynbrat
oT aTOM paboTbi?

Hawu nabopaTtopun yxe nNpuBbIKIN,
YTO eCcTb 60SbLLIOE KOMYECTBO 06pa3LoB,
KOTOpble MOMOralT M B YCTaHOBKe Auva-
rHo3a. OHM NX Yy Hac NOCTOSIHHO 3anpatun-
BAlOT, MPaKTUYECKN KaXkabIA AEeHb.

Ewe ogHUM adpdpeKkToM cTano noss-
NeHne HOBbIX UCCNefoBaTelbCKUX NPOo-
€KTOB — MMEHHO MOTOMY, YTO B 61MobaHKe
CYLLECTBYIOT YXe 6onblune 6a3bl KynbTyp
M JaHHbIX: MOXHO aHanM3upoBaTb CTaTu-
CTWUKY, U3y4aTb 3aboneBaHuns. C gpyron
CTOPOHBI, MHOFA@ Yel-TO Hay4YHbI UHTe-
pec, CBA3aHHbIN C N3yYeHNEM KOHKPETHO-
ro 3abornesaHus, MoMoraeT Ham cobpaTb
YHUKarnbHYo 6BUOKOMIEKLUMIO.

MO 3ANPOCY PABOTHUKU
BAHKA HAXOOAT
WHD®OPMALMIO O HY)XXHOM
OBPASLIE B BA3E JAHHbIX,
MECTO ErO XPAHEHUA

U NEPEOAIOT KOHKPETHO
HEOBXOOUMYIO KANCYNY
BPAYY, UCCNEOOBATEJIO.

Kak paboTtaeT npouenypa c6opa?
C 4yero Bce Ha4ynHaeTcs?

CobupaeTtcsa MaTepuan naymeHToB,
KOTOpble MPUXOAAT K HalWuUM AuarHo-
cTaM, BpavyaM-reHeTnKaMm, Ha npuem. T1o
orpomMHas 6asa, Bejb TONbKO Halle Mo-
NMKNIVHUYECKoe oTaeneHne npuHuMaeT
npuMepHo 12 ThicsY NauneHToB B rof. Bo
BpeMs Npuema Bpad npepgnaraet caaTb
6uomMaTepuarnbl, 1 eC1 YenoBeK corna-
CEH, TO 3arosHsIeT BCe HeO6X0aANMblE UH-
dopMMpoBaHHbIE COrnacust Ha XpaHeHune
6mnonorm4yeckoro Matepuana.

Bbl cKa3anu, YTo 0CO6eHHOCTbIO
6uo6aHka MIHL aBnsetcsa
Hanuumne $pubponnacTos —
TKaHeBbIX KynbTyp. Kaxxabii
nauMueHT ux cgaeTt?

O6pa3subl KpOBK COAlOT NOYTK BCE Ma-
LMEHTbl. KNeTouYHyo KyNbTypy NONy4YnThb
CNOXHee, U TYT Bpay B Ka)k[OM KOHKpeT-
HOM crny4Yae pellaeT, He06X0AMM 3a60p
MW HeT. TO 3aBUCUT OT TOrO, KaKoe 3To
3abonieBaHMe, KakoBa ero 4actoTa, U oT
LPYrux dakTopoB. KpoMe Toro, TKaHeBble
MaTepuanbl 6epyTcs y NaunMeHToB, KOTo-
pble HY>XX[alTCsl B 9KCNEPUMEHTANbHOM
NoATBEPXXAEHMM AnarHosa.



>

BAYECJIAB TABAKOB ABNAETCA MNABHbIM
XPAHUTEJNIEM BUOMATEPUAJIOB,

AMETP CMAPBEP OCYLLEECTB/TAET HAYYHYIO
NOAAEPXKY MPOEKTA
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Kak caMu nayueHTbl
OTHOCHATCS K cpaye MaTepuanos?
OHUM NpepocTaBnsAIOT UX 6ecnnatHo?
[a, n aTo cTaHgapTHas NpakKTuKa.
C naumMeHTOM pasroBapmBaeT Bpay, 06b-
SICHSIET, 419 YEro HY>XHbl MaTepuarnsl, Kak
BYAYT XPaHUTbCS U Kak MOryT 6bITb UC-
nonb3oBaHsbl. [lanee nognucoiBaoTcs BCe
CTaHOapTHble OOKYMeHTbl. [lna B3aTUA
BUOMCUM KOXKM CYLLECTBYET eLle fomnosn-
HUTENbHOE MHPOPMMPOBAHHOE COornacue.

Mo)keT N1 YenoBeK oTKasaTbCH
oT cpayu cBoux 6uomaTtepuanos?
MoXKeT, HO N3 MO€el MPaKTUKKN 1 MpaK-
TUKW Bpayen Takne cnyyan efUHUYHBbI.
Jliogn NoOHMMaloT, 4TO 3TO genaetcs gns
HUX WU 0Na Opyrux naumMeHToB, KoTopble
HY>XOaloTCH B yTOYHEHUM AMarHosa 1 CKo-
periwemM Havane nNpaBuUiIbHOIO leYeHus.
nun 3T 06pasLipl NOMOryT yYeHbIM Uccre-
[oBaTb 3a60neBaHUs U pa3BMBaTb HOBbIE
MoTeHUManbHble NOAX0Ab! K IEYEHUIO.

BPAY OBbACHAET MALMEHTY,
0ng 4Yero HEOBXogmMm

3TOT MATEPUAI.

NALUMEHT NOAMUCBIBAET
MHPOPMUPOBAHHOE COIACUE

MPOLEOYPA MPOU3BOOUTCSA
B CTEPUNbHbLIX YCITOBUAX.
PABOTAET BPAY-JEPMATONOI

HA TJIEHO HAHOCUTCA MA3b

C JINMOOKAUHOM. NUOOKAUH —
MECTHbI/ AHECTETUK, MPEMATCTBYET
MPOBEOEHUIO BONEBbLIX UMMYJTIbCOB

BEPETCH MANEHbKNIM KYCOYEK KOXM.
PA3SMEP TKAHEBOI'O OBPA3LIA:
OVHA — 2,5 MM; TNYBUHA —1 MM

CMEUMANNCT BUOBAHKA MONYYAET
N3 KYCOYKA TKAHU KYNbTYPY KJTETKU

KYNbTYPA KIETKM UCMOSb3YETCSH
AJ19 UCCNEIOBATESIbCKMX LIESNEN,
B TOM YMCHIE /19 YTOUYHEHUS
AWATHO3A, UM XPAHUTCS

B BMOBAHKE 10 TEX MOP, KOTAA
OHA [191 KAKMX-TO LIENIE
NMOHALOBMTCA

Ecnu rosoputb 0 KynbTypax
¢$unbpobnacTos, To Kak genaeTcs Takas
KynbTypa KNneTok?

Y Hac ecTb CTaHAapTHbIE onepaun-
OHHble Npoueaypbl, KOTOpble 6bIIN pas-
paboTaHbl TakXe B paMKax rpaHTta. 9To
nogpobHas MHCTPYKUUSA, cofepxalias
BCIO HeobxoamMmyto MHGOPMaLMIO O TOM,
KaK TaKyto KynbTypy nonyynTb. [11s aToro
CYLECTBYIOT crneunanbHble MPOTOKObI,
1 Hall 3aBefyowni 6robaHkoM Bavecnas
tOpbeBMY TabaKoB 3TOT MPOTOKO ONTUMM-
3KpoBan Nopg Halin peanunu.

WUy Bac ecTb «6uobUbNUoTEKapb»?

AKKYMynsuMen faHHbIX 3aHMMaloTCs
COTPYOHWKM BnobaHka. Bca nHpopMaunsa
cobpaHa B 3/IEKTPOHHOM BUAE Ha Creumn-
anbHOM caliTe. J1lo60 YeTOBEK MOXKET Ha
Hero 3amTu, XOTs CTeneHun gocTyna ans
HaLUMX COTPYAHUKOB 1 A1 BHELUHWX MOMb-
3oBaTenen pasHole. CKaxxeM, y MeHs ume-
eTcs nonHas MHbopMaLms — MOry HamTn
KYnbTYpy NaumeHTa ¢ KOHKPeTHbIM 3a60-
neBaHMeM No HOMepy ero MeaMLUNHCKOWN
KapTbl, HAaNpumep.

YT0 ewe nobasnsercs B Bawly «6u6nMn-
OTeKy» — UHPOPMaLMOHHYI0 cucTeMy?

PasnunyHaa megnumHcKas nHpopmaums
0 YenoBeke, KOTopbIV caan bruomMaTepuan.
Ee Mbl cTapaeMcs cobupaTb Kak MOXHO
6onblue. Obbl4HO ee bopMMPOBaHME MpPo-
MCXOOUT B paMKax BpayebHOW pedatenb-
HOCTWU, U OOKTOP CObMpaeT BCe AaHHble,
Kakue y nauneHTa ecTb: pe3ynbtaTthl MPT,
KT v ppyrux nccnegosanuia. MNntoc 6epem
OaHHble O TOM, KaKasi reHeTuyeckasa gua-
FHOCTWKa NPoBOAMIach U YTO BbISBUNA,
MOXEM UHTerpmpoBaTb B 6a3y AaHHble
No 6GUOXUMUNYECKMM U3MEHEHUAM.

KOHCTAHTUH AOPO®EEB (HA ®OTO CNEBA) BEAET OTAE/bl XPAHEHUA FEEHETUYECKUX
BAHKOB KPOBW, MO4YN U HYKITEMHOBbIX KNCNOT

Mo KakMM pegKuUM 3a6oneBaHUaM
6onble Bcero cobpaHo matepuana?

Ecnn 3aboneBaHne 6onee 4acToe,
TO TaKWMX NaLMEeHTOB, MOHATHO, 6onblue
W, COOTBETCTBEHHO, 6osblle MaTepua-
noB. Ho 6bIBalOT NCKIOYEHUS: HanpuMep,
€Cnu COTPYOHVKM B paMKax CBOeN Hayu-
HOWM paboTbl cobupatoT NaLUEHTOB U UX
MaTepuanbl. CKa)keM, N0 HacnefaCcTBEH-
HbIM MHOXXECTBEHHbIM OCTEOXOHOPOMaM
y Hac cobpaHa caMas 6osbLuas Konnekumns
KNeTOYHbIX KYNbTYp B MUpe — 60osibLie 100.
OT naymeHToB C HeMpodmnbpoMaTo3oM
1-ro Tuna cobpaHa KpynHerLwas Konnek-
umsa — 6onee 250 KynbTyp GUb6PO6IACTOB.

Boobue cerogHa Hayka 1 6mobaHku
CBfI3aHbl BCe TecHee. Bcerpga npuBoxy
B npuMep ToT e UK Biobank: y HUx Ha
CaiTe eCTb CCbISIKM Ha Hay4Hble Ny6nuKa-
LMK, B KOTOPbIX UCMOMNb30BaHbl flaHHble U3
6uobaHKa, 1 BUOHO, KaK No rogaM pocno
KONMMYeCTBO MCMNOMIb30BaHUM 6aHKa — OT
Tpex, NATU, AecATu B rofd [0 6onee yeM
TbiCAYM B rod. Takas TEeHAEHUMs npocne-
XXMBaeTcsa 1y Hac. Hagetocb, 4TO 6Mob6aHK
6yfeT CTMMYNMPOBaTb He TONbKO TeopeTu-
YecKue, HO U MpUKIagHble UCCedoBaHNS,
pa3paboTKy NpenapaTos.

KPOBb COBUPAETCHA B CTAHOAPTHbBIE
BUOXUMUYECKUE NMPOBUPKU

NMPOBUPKA NOCTABNIAETCSH
B BMUOBAHK

CMNEUMANNCT PASITUBAET KPOBb
Nno CNEUMATIbHBIM KPUOMPOBUPKAM

HA KAXOYIO KPUOTMPOBUPKY
HAHOCUTCA LUTPUXKOL

B UHOOPMALIMOHHOM CUCTEME
OTMEYAETCA MECTO XPAHEHUA
KAXOOro O6PA3LIA KPOBU

NMPOBUPKA MOMELLAETCHA

B CMELMANBbHbIV XONOAUNBHUK,
rOE XPAHUTCS MPU MYBOKOM
3AMOPOS3KE (-80 °C). TAKME YCJTIOBUSA
NO3BONAIOT XPAHUTb OBPA3EL]
HECKOJbKO OECATUNETUN
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BEPOHWKA KOMAPOBA 3AHUMAETCS KJTETOYHbIM BAHKOM MEHETUYECKUX 3ABOTEBAHUI

HackonbKo Hafie)XHo XpaHeHue
MH$opMaLmm Ha canuTe?

TaM cyLLecTBYIOT pa3Hble YPOBHU 3a-
WMThl. faxe ecnu (YUCTO TeopeTUYecKm)
KTO-TO B3J/1OMaeT CaIZT, TO OH BCe paBHO
HWYero He NMOMMET, MOTOMY YTO UHbOP-
MaLuMsa aHOHMMHas. YTo6bl pasobpaTbea
B He|7|, HY>XHO MOHATb CJ/IOXKHYIO CUCTEe-
My CaMbIX pasHbiX MOEeHTUUKATOPOB,
YTO MPaKTUYECKM HEBO3MOXHO. Bce aTo
npefycMoTpeny paspaboTHmKu.
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Bbl ckasanu, 4YTo 6Mo6aHKu
noMoraioT B yCTaHOBKe fiuarHosa,
Ho Beflb CYLLEeCTBYIOT CTaHAapTHble
npouenypbl AMarHOCTUKM.

[eno B TOM, YTO eCTb Takas npobnema
B MEAMLIMHCKOM reHeTUKe: BO3MOXXHOCTEN
Ha3Ha4YMUTb aHanusbl 419 YCTaHOBKU ON-
arHosa OelcTBUTeNIbHO MHOr0, HO Korpa
Mbl HAXOAWM FeHeTUYeCcKoe U3MeHeHne
y YenioBeKa, TO He BCerfa yBepeHsbl, 4To
VIMEHHO 3TO U3MeHeHWe ABAETCS NPUYK-
HOW pPa3BUTUSA 3abon1eBaHKUsA. Kaxapli AeHb
Mbl Nony4yaeM obpasubl N3 61uobaHka 1 3a
3T rofbl MOMOTIN MOATBEPANTL OMArHO3
COTHSIM NaLMEHTOB.

Kak npoucxoauT gokasaTenbCTBO
B CNOXXHbIX C/ly4asiX M YeM nomoraeTt
61obaHK?

Haw oTgoen ¢yHKLMOHaNbHON reHe-
TUKN KaK pa3s paspabaTbiBaeT noaxonbi

3KCMNEepUMEHTaNIbHOrO AoKa3aTenbCTBa,
YTO onpepgeneHHoe reHeTUYeckoe namMe-
HeHue ABNSeTCSA NPUYMHOM TOro UK MHOTo
3aboneBaHus. 34ecb MHOTO PasfiyHbIX
BapuaHTOB — MeTop, 6ydeT 3aBUCETb OT
reHa, ero GyHKUWUM 1 OT TOro, Kakow Mo-
NEeKYNSAPHbIV MPOLIeCC Mbl Mpefnonaraem
nccnegoBatb. OgHMM M3 NOOXOLOB ABNSA-
IOTCS MUHBUTPO-CUCTEMDbI, NPOLLE FOBO-
psi — 3KCNepUMEHT B nNpobupke. To ecTb
Mbl CO3aeM Mofelb, YTO6bl MOHATb, Kak
KOHKpEeTHasi MyTaums HapywuT (Mn He Ha-
PYLWKUT) GYHKLUMIO FreHa? ecriv M3MeHeHUs
NpPOosIBUNKNCB, TO Kakne? Bce 310 1 nomora-
€T TOYHOM NOCTaHOBKE OMarHosa.

HacKkonbKo 3TO HageXHo?

Y Takoro Metofa ecTb, KOHEYHO, orpa-
HWUYEHWSI, MOCKOIbKY TO, YTO MPOUCXOAMUT
MHBUTPO, HE BCeraa 6yKBaJ‘IbHO TaK npo-
MCXOOAUT B OpraHmMaMe 4yesioBeka. Ho Bce

XXe OonblT NOKa3blBaeT, YTO pe3ynbTaThbl
XOPOLUO CcOornacyrTcd C TeM, YTO MPOUCXO-
ONT HernocpeacTBeHHO B OpraHname. XO‘-Iy
CKa3aTb elle, 4TOo, Korga Mbl 3aHNMMaeMcH
I'IpVIKI'IaD.HOVI Temomn, noMorasi YyCTaHOBUTb
ANarHo3 KOHKpeTHOMY 4YenoBeKy, Mbl O~
HOBpPeMeHHO nccnenyemMm, Kak passmBaeTcd
3aboneBaHue, n3yyvyaeM MexaHM3Mbl pas-
BUTUS HacnenCcTBeHHOW 60n1e3Hn, TO ecTb
3TO elle U BKNnaf B HayKy.

Bbl cka3anu, 4To noseneHne 6uo6aHka
NoATONIKHYNO MNosiB/IEHUE HOBbIX Uccne-
AoBaTeNIbCKUX NPOeKToB. A uccnepno-
BaTesib U3 APYroro yupeXxaeHus MoXxeT
obpatutbcs K 6uo6anky MIrHL?

KoHe4YHo. 3TO MOryT 6bITb, HaNpuMep,
vucecnegoBaTeny N3 MegULIMHCKUX YYperx-
OEHWNI, KOTOPbIE N3YYalOT KOHKPETHBIN reH
WM KOHKpPeTHOoe 3aboneBaHue. BHelwHui
nonb3oBaTeslb MOXeT MOCMOTPETh CTa-
TUCTUKY, KaKMe y Hac MMeIoTCS KN1eTou-
Hble KYNbTYpPbl, C KAKUMU OMarHosamm no
No4sAM, Kakne eCTb BapuaHTbl KYNbTyp OT
Nogen Cc OOHUM U TEM XKe 3aboneBaHMEM,
HO ero pasHbiMu1 dopMamu, pasHbIMU re-
HeTUYeCKUMU MyTaUUAMMN.

YeM elle Mbl O4YEeHb ropaMMcs U 4TO
MOXET bblTb NOME3HO UCcnegoBaTensim?
Mbl K KaXX[0oM KNeTOYHOM KYNbType, KaK
9 ckasan, [obaBnseM K/IMHUYECKYIO NH-
dpopmaumio. Hem oHa BaxkHa? Korga y Bac

eCTb NoJiIHOe onmcaHme, 4YT1o 3TO 3a Nauun-
eHT (KaKoe Y Hero 3abonesBaHue, Kak npo-
FIBJ'IHeTCH), 3TO CUJIbHO yBeJIn4YMBaeT LieH-
HOCTb TaKMX 6MONOrnyeckmnx obpasLoB.

Mo kakMM NpuHUUnam cobmupaertcsa
KNUHM4eckasi uHpopmauusa?

Y Hac 6onbllasg KoMaHfa Bpaven-
reHeTUKOB, KOTOpble PaboTatoT C nauueH-
TaMU 1 3aHMManUCb C60POM KITMHUYECKOM
nHdopMaLumn. KnuHnyeckme nposiBneHus
MOXHO 3anucaTtb No-pasHOMY, HO Cylle-
CTBYET MexayHapofHas cuctema onmca-
Husi deHoTmna — HPO (Human Phenotype
Ontology), ¢ MOMOLLbIO KOTOPON MOXHO
onmcaTb Nto60oM NPU3HaK — BHELLHWI, 61o-
XnMuyeckmin. UHdpopMaLms, KoTopyto Bpa-
4K 3aMOSHSIOT MO CBOWM MaLMeHTaM B Kap-
Ty, NepeBOANTCSH B CUCTEMY TEPMUHOB,
M BHELUHWIM Nofib30BaTeflb MOXeT MOCMO-
TPeTb TO, YTO EMY MHTEPECHO, Hanpumep
naumMeHToB C ornpefefnieHHbIM CUMITOMOM.

YHUdUKaumsa nHdpopMaLnm 4yepes cu-
CTeMy TEPMMHOB O4YeHb CUMbHO Obneryaer,
KpoMe TOro, aHanm3s gaHHbIX.

Mo)keT nu 6Mo6aHK nomoraTb
B UccnepoBaHUsAX No opgpaHHbIM
3aboneBaHuaM?

Korga B Poccum wna noarotoBka
K BHEOPEHWIO paclUMPEHHOro HeoHa-
TaNbHOrO CKPWHUHIra, ogHa KoMMaHus
3aHMManacb pa3paboTKOW TeCT-CUCTEM
0N ANarHOCTUKM M OHW BanuanpoBanmch
MMEHHO Ha obpasLax Halwero 6rnobaHka.
BTopoe: y Hac ecTb nabopatopum, KOTo-
pble 3aHKMMalOTCHA UCCNegoBaHNAMKN oK
pas3paboTKM MeTOAOB neveHus. [ns npo-
BEPKWM paboymx rmnoTes OHM MCMNOMb3YIOT
MaTepwuarbl buobaHka.

CMoryT nu MmaTepuanbl 6uo6aHka
nepepasaTbcs B nabopaTtopumn

no paspa6oTke npenapatos? U MmoryT
nm 6uo6aHKK NnepeAoBaTb UX TEM XKe
pa3paboTunkam npenapaTos

ANSA 3KcnepuMeHToB?

Moka Mbl MOXXeM FrOBOPUTb NNLLb O MU-
pOBOW NpaKTWKe B 3TOM obnacTu. 3a py-
6eXXOM ecTb MpaKTUKa UCMOSIb30BaHUSA
KNIETOYHbIX KYNbTYP NpU N306peTeHUsIX.
Korpa dapMkoMnaHuu paspabaTbiBatoT
npenapart, UM y)ke Ha MepBOM 3Tarne HyX-
HO MOHMMaTb, HACKOMNbKO OH ByaeT 6e30-
MaceH, U OHX MOTYT NMPOBOANTbL UCTLITAHUS
Ha KJTeTOYHbIX KyNbTypax.

KpoMme Toro, 3a rpaHuLeri cylectsyeT
npakTuKa nepegayv nibopmavmm. Hanpu-
Mep, ToT e UK Biobank nmeeT nogpo6-
HeWlre faHHbIe MO KaXAoMy MaLUeHTy,
chaslwemy o6pasubl: aHTpornoMopduye-
cKkue, paHHble MPT, MHCTpyMeHTanbHbIX
MeTo[0B AMarHOCTUKU, OeCATKU BUoXm-
MUYECKMX MapamMeTpoB U T. A. BNIOTb [0
MHbOPMaLMK, Kakol 06pa3 XU3HU BefeT
naumeHT, Kak nutaeTcs. bBuobaHk nmeeT
pasHble YPOBHM [OCTYMNa K COBpaHHOM UH-
dopMaLmm, KoTopasi MOXET NepefaBaTbCs
B TOM 4YMCIIe Ha KOMMEpPYeCKOM OCHOBE.

UHorpga nHocTpaHHble nabopatopum,
3aHuMalowmecs pa3paboTkoi HoBOro
npenapara, BbIXOAST U Ha NaLUeHTOB
n3 Poccun. 3To 3aKOHHO?

YT0 KacaeTcsa nHGopMaLmn, aTo, Bepo-
ATHO, feno 0obpoBosbHoe. Ho YTo KacaeT-
cs1 06pasLoB, TO NepenpaBfaTh FEHETUYE-
CKMe MaTepuarnbl 3a rpaHuLy 3anpeLLeHo.
BO3MOXHO, 3TO KaK-TO MOXET pellaTbcs
B paMKaxX Hay4HbIX Konnabopauuin, HO
Yy Hac Takoro onbiTa HeT.
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OWUPEKTOP ®rEHY «MEOUKO-
FEHETUYECKUA HAYYHbIV LEEHTP
UM. AKALEMUKA H.N.5EO4YKOBA»,
0.M.H., AKAOEMUK PAH

ELLLE HEMHOTO,

N Mbl OMEPEQM
EBPOMENCKNIA
BWOBAHK. N0
PA3HOOBPA3MIO
FEHETUYECKOIA
MATONOr N Mbl
YE 3TO COENANN:
B POCCII COBPAHbI
OT NMALUMEHTOB
noyTun

500 ONArHO30B
HACNELACTBEHHbIX
3AB0NIEBAHUIA,

B TOM YUNCNE
YNbTPAPEIKVE
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JNIAMUHAPHbI BOKC [i1151 PABOTbI C KJTETOYHBIMU KYJI5TYPAMMU

MoryT nu korga-To 6uo6aHku Poccumn
06beaMHUTbLCS B €4UHYIO CETb, YTO6bI
cTaTb MaKCUMasbHO yA06HbIMKU ANnsa
pa6oTbl UccnepgoBaTenen U NPakKTUKOB?

TaKkuve ngeu BbickasblBanmch, Korga Ml
elle TONbKO HayMHanu co3gaBaTb CBOM
61106aHK, HO NOoKa 06LLen MHPOPMaLIMOH-
HoOW NnaTdopMbl He CyLLEeCTBYET.

HepaBHo nosiBuncs pepepanbHbin
3aKOH 0 6MOpeCcypCHbIX LieHTpax U 61o-
noruyeckux (6uopecypcHbix) Konnek-
umsax. MomoraeT oH «6aHKUpaM»?
XopoLuo, YTO NOSIBUIICS TaKoW OTAENb-
HbIM 3aKOH, HO cneunanncTbl OTMeYaloT,
4TO B HEM HeT MHbOPMaLMK MO KONNEKLUU
B1ONOrMYecKkmMx o6pasLoB YeoBeka.

MNMoka Ha 3aKoOHO[ATE/TbHOM YPOBHE He
CcPOPMYNNPOBaHbI, CKaXXeM, pernaMeHThbl
nepepayn 6nomatepmana. Moxem v Mbl
ero KoMy-To nepefasath B NPUHLMNE v
HeT? Ecnn MoxkeM, TO KaK? KaK HYy>XHO npw
nepepadye cobnogaTb 3aKOH O MepcoHarb-
HbIX faHHbIX? MOTOMY YTO Befb FreHeTu-
Yeckas MHPOpMaLMs, HaCKOMbKO S 3Halo,
nponncaHa Kak NepcoHasnbHble faHHbIe.

HeonpepeneHHOCTb BCe YCIOXHSA-
€T, MOTOMY YTO eC/IM FOBOPUTbL O HalleM
6nobaHke, Hanpumep, To 6onbluasg YacTb
3anpocoB MO HEMY — 3TO BHYTPEHHME
3anpockl MIMHL,. OgHako oH Mor 6bl Npu-
HOCUTb MOMb3y WM 3a NpefenaMn Hale-
ro Hay4yHoro ueHTpa. Ecnm mbl rosopum
0 Pa3BUTUM, BCE PAaBHO HYXXHO pa3BMBaTb
B3aMMO[JENCTBUE, B TOM YNCTIEe N MeXOY-
HapofHOoe, HY)XeH 06MeH MHbopMaLmen
1 onbITOM. ECNn Mbl 06benHUMCS 1 BYRY T
rMpornmcaHbl YeTKMe NpaBwnia obMeHa 6ro-
MaTepunanom, TO MOXeM chenaTb paboTy,
KOTOpasi Hac B3aMMHO 06oraTuT.

TEKCT: ENNIEHA 3ABbAJTIOBA

HalleM 6nobaHKe XpaHsATcs obpas-
Lbl BiomMaTepmana pasHbix BUAO0B, MOMy-
YeHHble OT MaLMEHTOB C FreHEeTUYECKMMM
3aboneBaHmnamun. OCHoBHas 3agada 61o-
6aHKa - obecneynTb BCe UccnegoBaTeib-
cKuMe nabopaTopumn LieHTpa Ka4yeCTBEHHbI-
MU MaTepuanamm. XoTs Mbl 06ecneynBaem
CepBUCHOe obecneYveHre bromaTepmnanom
npoodunbHbIX Nabopatopuit MIMHLL, Ho Ye-
pes3 Hay4yHble Konnabopaumm aTux na6o-
paTopuii Halwu obpasLbl [OCTYMHbI ANA
LPYrux opraHmsaumii.

YTO HAXOOAUTCHA
B OTAEJIAX BAHKA

Bcero y Hac co3spaHo 4eTbipe oTaena
CUCTEMaTU3MPOBAHHOIO XpaHeHus. B re-
HeTU4YeckoM 6aHke kpoBu (FBK) xpaHaTcs
06pasLibl KPOBU 1 €€ KOMIMOHEHTOB, HE06-
XOAMMble ONsi NOATBEPXKAEHUS reHeTu4Ye-
CKoW natonorum Ha ypoBHe OHK 1 cneuu-
dunyecKknx MapkepoB 3aboneBaHus.

[eHeTUYeCKnIM baHK MapKepoB Mo4M
(TBMM) akTuBHO MoMoraeT nabopaTo-
pUM HacnefCTBEHHbIX 60Me3Hen o6MeHa.
B Moye o6HapyxumBaloTCs BUOXMMUYECKne
MapKepbl, MO KOTOPbIM MOXXHO OMNPEAEeUTb
Hanyme 1 TSHKeCTb LieNIoro CreKkTpa reHe-
TUYeCcKMxX 3a6oneBaHuin C HapyLLUeHUaIMU
MeTabonmama KIo4eBblX Cyb6cTpaToB 06-
MEHHbIX MPOL,EeCCOB.

BaHK HyknenHoBbix kucioT (BHK) co-
OEPXUT 06pasubl HYK/TEMHOBbBIX KMCNOT
(OHK, PHK), n3onupoBaHHbIX 13 6romaTe-
puanoB pa3HbiX BUOOB OT MNaLMEeHTOB Ha-
wero ueHTpa. HyKnemHoBble KNCMOTbl He-
CYT NEPBUYHYIO MHPOPMALMIO O MyTaLMsX,
LEeTePMUHUPYIOLLNX PasfinyHble Hacnep-
CTBEHHble 3a6oneBaHus. OHM abCONOTHO
HeOobXOoAMMbI B MpoLiecce MOJeKynspHOMn
ONarHOCTUKU N UCCNefoBaHus.

KneTo4HbIli 6aHK reHeTU4YecKmnx 3abo-
neBaHuit (KBIM3) XpaHUT KIeTOUHbIE NIMHNM,
KOTOpbIe Mbl MONTy4aeM U3 TKaHel naumeH-
TOB, MPOM3BOAHbIE KNETOK, MHOYLMPOBaH-
Hble MIOPUMNOTEHTHbIE CTBOJIOBbIE KNTETKM
(MMNCK) 1 MHOroKeToYHblEe OpraHonabl.

3ABEYIOLLNI LLEHTPOM KONNEKTUBHOIO
MNOSTb30BAHUS «BUOBAHK» (LIKIM)

®reHY «MEAUKO-FEHETUYECKMA HAYYHbIN
LIEHTP UM. AKALEMUKA H.M. BOYKOBA»,
KAHONOAT BMONOMMYECKUX HAYK

KOJINEKUUA
KNETOYHbIX KYJIbTYP

OcHoBa Konnekuun knetok Kbra —
dopmMupyoLLMe KNETKM COeQUHUTENBHOMN
TKaHn GnbpobnacTbl. Takor maTepumarn oT-
HOCUTENbHO NEerko nony4vyaem ns 6uoncum-
HOro MaTepuarna KOXW MNauMeHTOB,
nracTUYeH Ana pa3HoobpasHbIX IKcne-
pPUMEHTasbHbIX BO3OENCTBUIA 1 NOOXOOUT
ana nposefeHns GyHKUMOHamNbHbIX re-
HETUYECKUX N BUOXMMUYECKUX aHaIN30B
B KYNbType KNeToK.

KpoMe dpmbpobnacTtoB 13 KOXKM Mbl MO-
Ny4aeM KJIeTOYHbIE IMHUU KEPaTMHOLMTOB
1 MeNaHoLMTOB.
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BOT TAKAl MAJIEHbKAA KANCYJIA MOXET KOMY-TO CNACTN HN3Hb
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KepaTMHoLMTEl — 3TO OCHOBHbIE 6a-
pbepoobpasyoLine KNneTkn anvgepmmca
KOXXW. OHM cocTaBnsaT okono 85% ee
MOBEPXHOCTHOro cnos. Ecnn ¢pubpobna-
CTbl — KJIETKM Me30[epMalibHOro npouc-
XOXOEHUS, TO KepaTUHOLUMTLI, KaK 1 Mena-
HOLMTbI, B aMbpuoreHese GpopmMmpyoTcs
13 NePBUYHOM 3apO/bILLEBON 3KTOOEPMbI.

MenaHoumTel — 3TO chneuuanbHble
KNeTKN KOXU, KOTopble BblpabaTbiBaloT
MefaHWH M 3aluLaloT Hac oOT ynbTpa-
®M1oNeToBOro UsnyyeHus. NreHeTn4eckme
pedeKTbl B 3TUX KIIeTKax 0bycnoBnneatoT
MUrMEeHTHbIE W 3/T0KaYeCTBEHHbIEe 3abone-
BaHUSA — HaNpUMep, Takue, Kak anbbUHN3M
1 MenaHoMma. bonee TOro, MenaHouuThl
GOpPMUPYIOTCHA U3 NEPBUYHON HEPBHOM
TPYBKUN U COXPaHSOT 0COB6EHHOCTU 3KC-
MPeCcCcun reHoB, XapaKTepHble ANs KNeTok
HEeMpPOHanbHOro NPOUCXOXAEHUS. TaknM
06pas3oM, MenlaHoOUUTbl — MHTepecHas
Mopgenb AN15 U3y4YeHUs HacnedCcTBEHHOM
naToNorny HEPBHOM CUCTEMBI.

MuobnacTtel — UX Mbl NONy4Yaem m3
BUOMNCUMHOIro MaTepuana MblleYHOon
TKaHU CKeNneTHOM MycKynaTypsl. B Halem
Hay4HOM LieHTpe paboTaeT CubHas rpyr-

-20°C

-196°C

na KJIMHULMCTOB, KOTOPble 3aHMMaloTCs
[IMarHOCTMKOM W UCCNeaoBaHMeM Hacne-
CTBEHHbIX HEPBHO-MbILLEYHbIX 3a60eBa-
HUI1. COOTBETCTBEHHO, TaK1e nccrnenosa-
HUSA TPEBYIOT 3TUX MaTepuanos.

HOBbIE TEXHOJ1OI' NI

B 6nobaHkKe pa3paboTaHa TeXHONoruns
nony4YeHns nonynauumi nponndepupyto-
LMX KNIETOK MOYEeBOro ocajka, KoTopble
BOCTpe6OoBaHbl ANt HEMHBA3WUBHOIO MO-
Ny4YeHMs KNeTo4YHOro MaTepmana, uccrne-
[OBaHWs HacneacTBEHHOW MaTonorum
napeHXmMMbl MOYEK, CUCTEMbI TPaHCMNopTa
1 peabcopbunmn cybCcTpaToB 13 NepsuY-
HOM MOYM.

-70°-80°C

-80°C

COBPAB, COXPAHUTDb

MoMnMoO nonyyeHna Matepuana Mol
TaK)e 3aHMMaeMCs ero OTBETCTBEHHbIM
XpaHeHueM. Kaxpabli BUO matepuana
MMeeT CBOW YCNOBUSA XpaHeHUs, YTObbI
obecneynTb ONTUMaribHOE ero coxpaHe-
HWe, 6e3 paspyLLeHNs CTPYKTYP, KOTopble
MOryT notpeboBaTbCcs UccnepoBaTenio.
Y Hac B MIHL, reHeTuyeckme natonorum
MCCNenyTCsl Ha pasHbIX aTanax aKcnpec-
CUM MyTauun — OT reHa 1 [0 KOHEeYHOro
npopykTa.

K KaxgoMy naumeHTy, KOoTopbln caan
CBOW MaTepuarsl, NpmBa3aHa kapTa. Kax-
bl obpasel, MMeeT YHUKaNbHbI NAEH-
TudUMKaTop B 6ase gaHHbIX 6MobaHka,
VHTErprvpoBaHHOM B O6LLYIO MeAULMUH-
CKYI0 MHOOPMALMOHHYI CUCTEMY LIEH-
Tpa (MWC), OH onucaH, WTPUXKOOAUPOBaH
WM MapKMpoBaH BpYy4YHYyto. Bce aTo aB-
TOMaTUYeCKM CUCTEMATU3MPYETCH, U MO
3anpocy nabopaTopuu Mbl cpasy Haxogum
Heo6XxoAMMbIl obpa3sel, N3BNEKaeM ero
1 MPefoCTaBsieM €ro B TOM BU[E, B KAKOM
OH HeobxoanMm.
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HE ®PATMEHTAPHO
1 OTPbIBOYHO, A CNCTEMHO,

HEMNPEPbIBHO, HAAEXHO

TAKYHO PABOTY MAET OT OTPAC/N VIl BCEPOCCUIACKIIA ®OPYM
MO0 OP®AHHbLIM 3ABOJIEBAHNAM. KAKWNE BOMPOCHLI 3AOCTPWIN 3KCNEPTHI?

MAUUEHTBI
C PEOKNMIA
3ABONIEBAHUAMN
OCTAKOTCA

B ®OKYCE BHUMAHWA
FOCYOAPCTBA,

HO NO-NPEXHEMY
HET EQMHON
KOMMNEKCHOI
CTPATEr .

MOMOLLb HOCUT
OPATMEHTAPHbII
XAPAKTEP,
HOPMATWBHbIE
PELUEHNA
PA3PO3HEHHDbI
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0 OpraHusauUoOHHasa cuctTeMa
PaspaboTaTb NOpSAKM MOMOLUM C MYbTU-
OUCLUMNNIMHaPHBIMY NoAXo4amu, onpene-
nnTb pefepanbHble LEHTPbl KOMNETEHLMIN
no NpodunsaM 1 TeppuTopusaM, cosfaBaTtb
B pervoHax opdaHHble LeHTPbl Ha QyHK-
LlMOHabHOW OCHOBE UMK MO NpodPuUnam
3aboneBaHuni, NPegyCcMOTPEB N YTBEPAMB
CXeMbl MaplpyTusaunn. Mynstngmcum-
NAVHapHble KOMaHabl OMXHbI UMETb KO-
OpAVHaTOPOB MO HarnpaBeHUAM.

e 30HbI pa3BUTUSA

OTpaboTaTb cUCTEMY ObsA3aTeNlbHbIX Te-
NeMeaNLMHCKNX KOHCYNbTaLuun Mexay
MeANUMHCKUMU OpraHmn3aumamm npu ne-
pefaye NauMeHToB Kak Ha ypoBHe «Defe-
pauns — PermvoH», Tak N Mexay MeguLmH-
CKMMW OpraHmn3aunsiMm pasHblX YPOBHEN,
BK/to4as aMbynaTopHsbI. BHegpaTe knn-
HUYECKMEe pPerncTpbl No opdaHHbIX 3a60-
neBaHWsM. 3anyCcTUTb NUMNOTHbIE MPOEKTHI
B PernmoHax no MeguLUmMHCKOM 1 coumanbs-
HOW NOMOLLM NaLMeHTaM C peaKmMMn 3a6o-
IEBAHUAMM B PEXMME OOHOIO OKHa.

e «HeMepgunuuHcKue
nepeko4YeHns»

MepeBof Ha gpyron npenapaTt Ms-3a
GUHaAHCOBbLIX COOBPaXKeHU UK rocy-
[ApPCTBEHHbIX 3aKYMNOK MOXXeT NpuBecTU
K YXYZLWEHMIO COCTOSIHMS NMauneHTa. 3To
NPOTUBOPEYUT 3aKOHOAATENbCTBY U Ha-
pyLwaeT NPUHLMN «Tepanus [o/HKHa NCX0-
OUTb TONbKO N3 MeAULIMHCKNX MOKa3aHMUN»,
Mepexopn Ha Apyrow npenapaT JOMMKEH
VMeTb MopsaAoK, a B MEAULMHCKON O0KY-
MEHTaLMN HYXXHO OTpaXaTb 060CHOBaH-
HOCTb NepektoYeHust. MNepexonbl AOMXKHbI
6bITb OorpaHu4eHbl, ecsin HoBad Tepannda
HeabdeKTMBHa M HebGesonacHa; n3Belle-
HWS O TaKMX CIy4asiX HY>KHO OTMpPaBNaTb
B CUCTeMy dpapMaKoHaf30pa.

o OunarHocTtuyeckas ogucces
3aTarmBaHme AUMarHOCTUKKU U ee nnaT-
HOCTb BeyT K yTpaTe nepcrnekTue cTa-
6unNM3aumm naumeHTa. Hy>kHo yBennimTb
4MCNO MeAULMHCKUX LEeHTPOB, OCYLLeCcT-
BAOLLMX FEHETUYECKNE NCCreJoBaHNS Ha
6e3B03Me3[HOM AN MaLMeHTOB OCHOBe,
BbIAeNSATb AOMONHUTESbHbIE CyBCHann
AN pasBUTUSA FeHeTUYeCKMX nabopaTo-
puit (MeOULMHCKMX LLEHTPOB), KOTopble 6y-
OYT OCYLIeCTBNATb ANarHOCTUKY in Vvitro
C NMpUMeHeHNeM HesaperncTpmpoBaH-
HbIX MeANLMHCKMX U3[EeNni, B TOM Yncne
C MPUMEHEHMEM TEXHONOMMIN FTEHOMHOIO
CeKBEHMPOBaHNSA HOBOIO MOKOJIEHMS.

e TexHonoruu yckopeHus
AWarHoCTUKU

B pervioHax HeT BbICTPOEHHOV BEpPTUKanu
B3aMMopfencTBus ¢ pedepeHc-LeHTpamu,
a fuarHocTuyecKune TecTbl A4S MHOMMX
3aboneBaHnli B HOMeHKNaType mMegu-
LIMHCKWX YCNyr OTCYTCTBYIOT, 1 3TO orpa-
HUYMBaET BO3MOXHOCTU MOrpyXeHus
Takmx 3aboneBaHnl B NporpamMmy rocy-
[apCTBEHHbIX rapaHTU UK B NnaTHble
MeanUMHCKMe ycnyru. HyxHo chopmm-
poBaTb CeTb pepepeHC-LeHTPOB AN AnN-
arHOCTUKM opdaHHbIX 3a60neBaHN, B TOM
yucne ana 3aboneBaHU, He BKTIIOYEHHbIX
B MporpaMmMmy HeoHaTaJlbHOIro CKpUHUHra.

e MunoTHble NPoeKTbl

ONS CNOXHbBIX crny4yaes

MpeanoXeHo B NMMIOTHOM PeXXMMe npoBse-
CTV TECTUPOBaHME Ha HOCUTENbCTBO pac-
NPOCTPAHEHHBIX U TSHKENbIX HACNEeACTBEH-
HbIX 3a60s1eBaHNi (CriHabHas MbllleYyHas
aTpodusl, MbllievHas pUcTpodus [roweH-
Ha 1 Op.); Ha NPeVMMNaHTaLMOHHYO U Nnpe-
HaTanbHYIO FreHeTUYEeCKY OMarHOCTUKY
Ons1 Hanbonee pacnpPoOCTPaHEHHbIX U TA-
enblX HacneACcTBEHHbIX 3a6oneBaHnn,
a B NepCrneKTUBE PacCMOTPETb BO3MOXK-
HOCTb MOTPYXEHUs TaKMX OUarHOCTUK
B MPOrpamMMy rocygapCTBEHHbIX FapaHTUi
6ecnnaTtHOM MeaULMHCKOM MOMOLLN.

o JleueHuio HyXKHa
npeeMcTBEHHOCTb

He Bce pefkue 60M1e3HN BKIOYEHbI B ne-
peyeHb 3aboneBaHnii, KOTopble MO3BONS-
10T NauneHTy ctapue 20 neT HabnopgaTb-
CSl U NNEeYUTbCS B NPEXHEN MeONLMHCKOM
opraHmsaumn. Mexgay Tem gpyrue Bpayum
4YaCTO He MMEeIOT OMnblTa BefeHNA TaKnX 3a-
6o/1eBaHN, a Of1a NaumeHTa C TSHKebIM
ONarHo30M TaKoM nepexopn — 3TO CTpecc.
VMckntoueHne BO3MOXHOCTM ANng opdaH-
HbIX MaLMEHTOB MPOAOJIXKAaTb NeYyeHne
B AETCKUX MeAULMHCKUX OpraHmM3aumsax
ABIAETCA HerymMmaHHbIM N He HecCeT Mnpak-
TUYECKOM NOMb3bl A5 30PaBOOXPAHEHMS,
MOoBbILWAs PUCKM 19 NaLMeHTa.

e Mepexop BO B3pPOCNOCTb

HeT pernameHTaumy NpaBoBbIMM aKTaMu
benepanbHOro ypoBHs nepexofa nauu-
eHTa 13 AeTCKOro MeOULMHCKOrO YUHPeX-
[leHVsi BO B3POC/IOE, HET eNHOMN CUCTEMBI
repefayv [OKYMEHTOB, OTCYTCTBYET KOM-
MYHUKaLMS MeXOy AETCKMM 1 Byaywmm
B3POC/IbIM BpadyaMu, YTO He Mo3BonseT
y4YeCTb OCO6EHHOCTU NaLMeHTa.

e CraumoHap3saMellalouime
TEXHONoruu, B TOM Yucne
cTauuoHap Ha oMy

OedrunT BO3MOXKHOCTU NPUBINKEHNS Nne-
YeHUd K OMY yBesiM4MBaeT pacxobl rocy-
[apcTBa U OCNTOXXHAET XN3Hb NauMNeHTOoB,
KOTOpPbI€ BblHYXX[OEHbI CUCTEMAaTUYECKU
noceuwatb MegUUMHCKME opraHusauunn.
[Noka cyulecTteylowad HOpMaTMBHaA 6a3za

OTKPbITbIA BOMPOC

HEeOoCTaTOYHO OMUCHIBAET MEXaHW3M Op-
raHmM3auum 1 onnaTtbl TAKOM MOMOLLM B CU-
cteme OMC, 3afja4a NepeHoCUTCH Ha ypo-
BeHb cy6bekTa PD, 4yTo NpUBOAUT K TOMY,
4YTO BO3MOXXHOCTM CTaLlMOHAPOB Ha JOMY
pasHATCSA Mo pernoHam.

@ Bpems Havyana Tepanuu

YacTo nocne ycTaHOBKM AMarHosa naum-
EHTY NPUXOAMTCSA [OMro XAaTb Havana Te-
panuu. B nporpamMMe rocygapCcTBeHHbIX
rapaHTUIA 3a/10XKEHblI CPOKU OXXUOaHUS
npreMa 1 KOHCYNbTaL i Bpayen, HeKoTo-
PbIX AMarHOCTUYECKUX UCCe0BaHNI, HO
HeT npefefibHbIX COOKOB OXXUOaHUA Ha3Ha-
YeHUs U MHMLMaL MM Tepanun. B pesynsTa-
Te NaLMeHT MOXeT 0CTaTbCs 6e3 nevyeHus
Ha nonropga v 6onblue.

NO MATEPUANIAM
PE30OMIOLMNN

VIl BCEPOCCUINCKOIo
POPYMA MO OP®AHHbLIM
3ABOJIEBAHUAM
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2025 rogy npeMuio B HOMUHaLMKU
«3a co3faHMe HOBOro MeTofa guarHocTu-
Kn» nonyyuna rpynna Bpayven nop pyko-
BOLCTBOM AMpeKTopa MeguKo-reHeTnye-
CKOrO Hay4HOr o LieHTpa UMEeHW akafieMurKa
H. . BoykoBa, rnaBHoOro BHewWTaTHOro
creunanmcTa no MeanLMHCKON reHeTuKe
MwuH3pgpaBa Poccumn, akagemuka PAH Cep-
req Kyuesa v A.M.H., npodpeccopa EneHsbl
BanbapuHon.

TaKke MPeMuio Mosy4mnm Bpadm ns
defepasbHbIX LLEHTPOB, KOTOPbIe 3aHNMa-
lOTCA AMarHOCTMKOM 1 NleYyeHneM Hacnes-
CTBEHHbIX 60/Ie3HEN, BbIABIAEMbIX B TOM
yncne Npu NpoBefeHUM PacWMpPeHHOro
HeoHaTaslbHOrO CKPUHUHIra. Bpayeit oT-
MeTW/M 3a CO3[laHNe M BHEPEHNE HEOHa-
TanbHOIro CKPUHMHIa Ha 36 rpynmn peakmx
3a6oneBaHuWii. Hawu no3npasBneHns BceM
naypeartam npemmm!

Bunanos
daHunb CanumoBuy

Bnopaseu
OmMutpuin Bnagummposuy

BopoHuH
Cepreit Bnagumuposuy

lopeB
Banepwuii BuktopoBuy

[JOHHUKOB
AHppei EBreHbeBny

3axaposa
ExkaTtepuHa lOpbeBHa

MBaHel,
TaTbsiHa IOpbeBHa

BeAYLUNIA Hay4HbIA COTPYAHUK,
OTAen NCUXOHEBPOJIOrnn
M anunenTonoruu

3aBefyoLWMn nabopatopuen
MONEKYNSPHO-reHeTUYECKMX
MeTopoB MHCTUTYTa
penpoayKTUBHOM FreHeTUKMU

3aBefylowasa nabopartopuen
HacneacTBeHHbIX 6one3Hen
obMeHa BelecTB

3aBepyowas
KﬂMHMKO-ﬂmaFHOCTMHeCKOVI
na6opartopuen

FBY3 «PMrLi»

HWKW neguaTtpum n geTckom
XUPYPrumn NM. akapgemmka
I0.E. BenbTuwesa ®raoy BO
PHUMY um. H.U. NMuporoea
MunspgpaBa Poccumn

DOreHY «MIrHL»
FBY3 «Mopo3zosckasa OIKb 43M»

drey

«HMWL, Ar'T1 um. B.U. Kynakosa»
MunspgpaBa Poccumn

PreHY «MIrHL»

Prey

«HMWUL, Al'T1 um. B.U. Kynakosa»
MuH3pgpaBsa Poccumn

Yoa

MockBa

MockBa

MockBa

MockBa

MockBa

MockBa
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. 202
BAHU

AM BEAHAM PO CHH

KOMAHOA MEOUKO-FEHETUYECKOIO HAYYHOI O LEHTPA UMEHU AKAOEMUKA H. M. BOYKOBA BCEIJA HA BbICOTE —
rNYBOYAMLINMA MPODECCUOHATIN3M U OPANB HAYYHbIX OTKPbLITUN. A ELLEE OYEHb [JOEPbLIE CEPLLIA!

CPE[OM TEX, KOO OTMETUNU HATPAOAMU, MHOIO TEX, KTO BHELPS/T PACLUMPEHUE HEOHATATIbHOTO CKPUHUIA. 3TO YXXE CMACIIO XXWU3HW MHOTUX OETEN,

KOTOPBLIE MPEXJE BblJIN OBPEYEHbI HA OJTUTENBHYIO AUWATHOCTUKY U YTPATY 3[00POBb4A

ExkaTepuHbypr

HukonaeBa rnaBHbIA Bpay FAY3 CO «KAL, «O3MP»
,,,,,,,,,,,,,,,,,,,,, : o h EneHa BopucosHa
KOpOTEEB rnaBHbIV Bpay Cne rey3 «Mru» CaHkT-MNeTepbypr
ANEeKCaHAP JTEOHUMOBUN
rlpﬂnyXIAH cneuunanucT-akeneptT LleHTpa drey MockBa
""""""""""""""""""""""""" MBaH AneKcaHapOoBUY uMdpoBoi TpaHchopMaLmm «HMUL, AT um. B.U. Kynakosa»
KyseHkoBa HavaslbHUK LleHTpa [eTCKOoM ®ray «HMUL, spoposbst geteii» Mocksa 34paBoOOXpaHeHus Munspgpasa Poccum
MogMuna MuxaiinoeHa NCUXoHeBpoOoruu, MUHB O PABA POC UM
caBeRyipHas oTAcnermEn PbluKOBa ANpeKTOp ®rBHY HL N3CPY WpkyTck
NCUXOHEBPOIOrnn
M NCUXOCOMaTUYECKOM NaTonormm Io6oBb BnagrmMmposHa
MapaxoHoB 3aBepytowmin nabopaTtopuen ®rEHY «MIHL» MockBa CaBOCTbSIHOB HayanbHUK MeAUKO-reHeTU4YeCcKoro ®rAyY «<HMUL, s3gopoBbs geTteli» MocKBa
AHppeit BnagumMmpoBmy HacneacTBEHHbIX HApYLUEHUN Kwpwnn BVIKTOpOBMH LieHTpa, 3aBefyolnii nabopatopuei Mun3pgpaBa Poccumn
P P MMMYHUTETa MeAULMHCKON FrEHOMUKM
MaTynequ 3aBepytowasn KybaHckor FBY3 HUN-KKB N2 1 KpacHopap CeuntoBa rnaBHbIA Bpay reHeTUYeCKom KNnMHukn  Tomckuii HUML, PAH ToMck
CBeTnaHa AnekceeBHa MEXPEr1OHaIbHOM MeAyKo- FynbHapa HapuMaHoBHa HUN MeMLMHCKON reHeTUKM
reHeTU4YeCKoW KoHcynbTauunen
MuxanoBa 3aBepfyiollas oTaeNneHnem POKB — ¢unuman ®raocy BO Mocksa Cum 3aMecTuTeNb AMpeKTopa no passutnio  ®rey Mockea
CeeTnaHa BUTanbeBHa MeAULMHCKOM FreHeTUKMn PHUMY um. H.U. NMuporoea EneHa JIbBOBHa UHcTuTyTa penpoaykTuBHOM reHeTukn  «HMUL, AT nm. B.U. Kynakosa»
MuHsgpaBa Poccuu MunspgpaBa Poccumn
MoppaHoB 3aBefyiowmii 1TabopaTopHbIM ®reoy BO PocTtMY PocTtoB-Ha-[loHy WaruvHa 3aBegylowas nabopaTtopuen ®rBHY «MIrHU» Mocksa
Cepreii BUKTopoBuy OTAENOoM MeINKO-reHeTUYeCcKoro MuH3pgpasa Poccumn Onbra AHaTONbEBHa MONEKYNsipHO-reHeTU4ecKom
ueHTpa ounarHoctuku N1
MyXVIHa CTapLUN Hay4YHbIA COTPYAHUK BY HMUL, OrOU nm. OMutpus MockBa LLl,epGVIHa 3aBefyouasn kapeapor UMMyHonorum  BY HMULL AFOU um. OMutpums MocKBa

AHHa AneKkcaHppoBHa
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oTaena MMMyHosormm

PorayeBa MuHapgpaBa Poccumn

AHHa lOpbeBHa

Porayesa MuHsgpaBa Poccuu

33



CUBUPCKNIA

[EHOOOHL
KPEINYAET

HA B3JIETI

PEFMOHAJIbHbBIWA ACMEKT L

CErOHA LUEHTP OCHALLEH OBOPY,[I,OBAHI/lEM, -/
KPEMKOI MHOrONPO®W/IbHON KOMAHZON, NN
YBEPEHHO PAEOTAET B ®EEPAJIbHbIX MPOrPAMMAX
N MEYTAET, YTO KOrQA-HNBYOAb BCA MOJNEKYNAPHAA
[VATHOCTUKA BYAET NPOBOANTLCA B KPAE

1 CTAHET JOCTYMHOWN KAXOOMY =~
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CTYIb4
MO BAPTEPY

HoBbll1 LEHTP Ha OKpauHe poc BMecTe
C KonnekTueoM. Mepexusan npo6nembl
BMeCTe CO CTPaHOWM, poC BMecTe C ropofoM.

Mo o6pa3oBaHuIO 9 NeguaTp, OKoHYKNa KpacHospCcKuii
rocyfapCTBEHHbI MEANLMHCKUA MHCTUTYT — Ceryac aTo
MeaMUMHCKUIA yHnBepcuTeT (PrAOY BO «KpacHoapcKuit
rocyfapcTBEeHHbI MEOULIMHCKUIA YHUBEPCUTET UM. MPO-
deccopa B. ®. BoriHo-AceHeLkoro». — Pep.). Ha ctaplumnx
Kypcax, KOrfa y Hac Wwna npakTuKa no aHAOKPUHONOI K,
6bina elle fobaBoYKa NPo reHeTU4eckmne 3aboneBaHus.
Torpa Ham BnepBble 1 MOKasanu KabMHET FreHeTUKU, U BCe
TaK 3axBaTWUSI0 MEHS, YTO 3aXOTENOCh 3aHUMATbCH UMEHHO
3TWUM HanpasfieHneM.

[ToTom 6blna MHTepHaTypa Ha 6a3e KpacHodap-
CKOM KpaeBOW eTCKOWM 60MbHMLbI, @ KOrga B MeguKo-
reHeTUYeCKY KOHCynbTauuio noTpeboBancs HOBbIN
crieymanucT, B3anm MeHsa. B 1993 rogy B Mockse Ha
6a3se LleHTpanbHoro opgeHa JleHnHa MIHCTUTYyTa yco-
BEpLUEHCTBOBaHMS Bpayeli (ceyac Poccuiickas megu-
LMHCKas akagemus HernpepbiBHOro npodeccuoHanbHo-
ro obpasoBaHusa. — Pefl.) s npowwna cneumnanmMsaumio no
Me[MKO-reHeTUYeCKOMY KOHCYbTUPOBaHUIO U KYpC Mo
HacneAcTBeHHbIM 6one3HaM. HakoHel, B 1996 rofy Halle
rnoApasgeneHue cTano caMoCTOATENbHbIM IOPUANYECKUM
NULIOM, Mbl Mepeexanu B OTAeNbHOe 3[aHue B TaK Ha3blBa-
€MOM parioHe B3neTka — OH HAXOAMTCS Ha MecTe GbIBLLErO
aspoppoMa. Torga aTo 6bina eLe okpauvHa...

NOAMUIA
BOPLUEBA

3ABE[YIOLLAS OTOENEHUEM
ME[MKO-TEHETUYECKOIO
KOHCY/IbTUPOBAHUS
KPACHOSIPCKOIO KPAEBOIO
ME[IMKO-TEHETUYECKOTIO LIEHTPA,
BbICLLASI KBATTMAUKALIMOHHAS
KATEFOPWS MO FrEHETUKE

NCTOPUA LEHTPA
HAYAJIACb B 1976 IOfLY,
KOrgA HA BA3E
KPACHOAIPCKOI1 KPAEBOIA
KIMMHWYECKOI BONbHULbI
Ne 1 OTKPbIJICA
MANEHbKNIA KABUHETUK.
KOrdA A NPULWNA TYOA
PABOTATb, 3TO YXKE

BbIJIA MOSTHOLLEHHASA
MEQKO-TEHETUYECKASA
KOHCYNbTALNA.

A TEMEPb 3TO KPAEBOE
FOCYOAPCTBEHHOE
BEHOOMETHOE YYPEMOEHWE
3[1PABOOXPAHEHIA
«KPACHOAPCKWIA

KPAEBOI1 ME[WKO-
FEHETWYECKNWA LLEHTP»



Cenyac palOH 3TOT paspoccs, a CTPYKTypa Halle-
ro LeHTpa COCTOUT yXe M3 MHOIrMX nogpasfgeneHunin —
oTAeneHns NnabopaTopHOM AMarHOCTUKM, NpeHaTanbHom
OMarHoCTUKM, MEAVKO-TEeHETUYECKOrO KOHCYTbTUPOBaHMS
(™ 3aBemyto 9). IMetoTcs NpoLeaypHbIi KabUHET, KabuHeT
MeANLMHCKOM CTaTUCTUKN. KOHEYHO, afMUHUCTPATUBHO-
yrnpaBrieH4YecKoe nofpasfeneHne, B KOTOpoe BXOAAT
He TONMbKO MeOULIMHCKINIA MepcoHar, Ho Takxe IT-cneun-
anucTbl, agMUHUCTPATUBHO-XO3AMCTBEHHOE Noapas-
neneHme, Hawy GUHAHCUCTLI. Tak KabnHeTuk 13 1970-x
npeBpaTUIC B OCHOBATEIbHYO OpraHn3aLuio, HaCUYUTbI-
BatoLLyto 80 yenoBek — CNeLmanmcToB pasHblix Npodunen.
Halw LeHTp ABNsieTCA CaMOCTOSATE bHbIM IOPUANYECKNM
yuYpexaeHmeMm, paboTaeT No pa3nnyHbIM HanpaBneHUsIM
B TECHOM CO[PYXECTBE CO BCEMU MEONLNHCKUMU YUPEXK-
OeHnsIMU Kpasi. B ueHTpe OaBa KaHguAaaTa MeguUMHCKUX
HayK, CEMb COTPYOHWKOB HarpakaeHbl 3HaKOM «OTIIMYHUK
3[0,PaBOOXPaHEHUS».

Ye 6onee 20 neT HaWWUM LLEHTPOM PYKOBOAUT Halll
rnaBHbln Bpay TaTbsHa lOpbeBHa EnmsapbeBa. OHa
Bpay-reHeTuK, 1 3TO Nyyllee, YTO MOXET bbITb, Korga y4-
peXxaeHnemM pyKOBOAMUT CreLmanucT, KOTOpbIA ry6oKo
MOHKMMaeT 3TO MefULMHCKOe HanpaBneHne. A rnaBHoe,
OHa cMorna co3faTb B KOIEKTUBE APYXKHYI0 Npodeccu-
OHanbHYyto aTMocdepy. JTlobor N3 Hac MOXKeT 06paTUTLCSH
K Nt060My OpyroMy CrneumnanncTy M3 KonekTuea u rno-
MPOCUTb O MOMOLLM UK 06CYaUTL BOMPOC. Mnn MoXeM
cobpaTbCsl M BMeCcTe 06CyAuTb, Kak peLlnTb Nnpobnemy.
TakoW KOMaHOHbIM OyX OYeHb Ba)XeH B Halleln paboTe,
Beb OHa HayKoeMKas, TpebyeT MHOMMX 3HaHU, Mbl XN-
BEM B 6bICTPO MEHSIOLLEMCS HAYYHOM MUpe, MoaKIoYa-
€eMC$l K HOBbIM 3aja4aM — B3ATb XOTS 6bl OpraHusauuo
npoBefeHns CKPUHNUHIa HOBOPOXAEHHbIX.

Mbl B3aMoencTByeM co crneumanncTamm ns Kpae-
BbIX 60MbHUL, LIeHTPanbHbIX PaNOHHbIX 60MbHUL, C HALIWUM
MUHNCTEPCTBOM W, KOHEYHO, C KoslieraMm n3 ToMcka —
€30UM K HUM y4nTbCcHa U gpy>XmM. O4eHb NoMoraeT Hall
dnarmaHckmn pepepanbHbil LeHTp B MockBe — Mefmko-
reHeTUYeCKUN HayyHbIM LeHTp nMeHun H.T. BoykoBa
(PrBEHY «MIHLU»). Konnerv MoryT MpoKOHCYIbTUPOBaTh,
MOMOoYb C 06CnefoBaHNAMU, B TOM YMUCIIe XOPOLUMM MNofg-
crnopbeM cTanu 6ecrnnaTHble NCCnefoBaHNs B pamMmKax
Hay4YHO-AMarHOCTUYECKUX NPOrpaMMm, KOTOPbIMU 3aHU-
MatoTcs B MITHL,. 9To o4eHb 6osbluasi NoMoLb AN HaLmMX
nauneHToB, Befib reHeTMYecKkne obcnefoBaHus Hepelle-
Bble, HE KaXX[IOMY MO KapMaHy.

OyeHb nomoraeT EkaTepuHa lOpbeBHa 3axapoBsa, py-
KoBoauTenb NabopaTtopum HacnefACTBEHHbIX 6onesHen
obmeHa BellecTB MIHL. C Heln, MHe KakeTcs, BCe reHe-
TUKM 3HaKOMbl — ObLLl@eMcs 1 NobnM cryLaTtb ee NeKkuumn.
leHeTuKa — cnoxHas oTpachb, HO EkaTepunHa lOpbeBHa
MOXET BCe MOHATHO Pa3/IoXKMUTb MO NOSI0YKaM U ANng Bpa-
yen, N aNns naumeHToB. [JOHECTM NPOCTO O C/IOXHOM AaHOo
He KaX[oMmy.

KoHe4Ho, Hac o4eHb pafyeT, Korga npuxoguT paboTaTb
Monopexb. Ceryac y Hac yyaTcs ABa MOSIOAbIX opav-
HaTopa — OHW BHUKaIOT B paboTy, moMoratoT HaM. EcTb
MOJIOfible CMEeLMannCTbl B YNbTPa3BYKOBOM OUArHOCTUKe,
HOBbIE Kafpbl NOSBASIOTCA B 1TabOPaTOPHOM OUarHOCTUKE.




PacwwmnpeHune obssatenbHoOro
HeoHaTas/lbHOro CKPMHUHIra No3BONUINO

U KpacHosipLiaM BbISIBASITb OETOK

C OonacHbIMU FreHeTUYECKNMU 3a60neBaHuUs-
MM Ha cCaMOW paHHEen CTagumn n NIeYnTb UX.

KOHe4YHo, 60MblWMM Warom Bnepep s oTpacnu ctano
paclmpeHme o653aTeNbHOro HeoHaTanbHOrO CKPUHUHIA
C NATK 3aboneBaHuii 4o 36. 3TO NO3BONUIIO U HAM Ha4aTb
BbISIBNISATb OETOK C OMacHbIMU FreHEeTUYEeCKMMM 3aborne-
BaHUSIMM Ha CaMOW paHHeW cTagum 1 neynTtb ux. Korga
1 HayMHana paboTaTb, fa)ke AyMaTb 6blN0 HeMb34, 4YTO
Yy Hac nosiBATCSA HOBeWLWMe npenapatbl, 6yaeT BO3MOX-
HOCTb NeYnTb 6€e3HaAEXHbIX 6OMIbHbIX. 3TO FMraHTCKUM
Lar Bnepeg — BO3MOXXHOCTb NIe4nTb Ntogen ¢ opdaHHbIMU
3aboneBaHNaIMU.

C 2023 rofa Mbl BK/IIOYUIUCH B 3Ty paboTy. 3TO 6bin
6onbwol Tpya! HanncaH npoekT «PervoHanbHas npo-
rpamMma o PHC», npoekT npuka3sa no PHC (paclumpeHHbIn
HeoHaTasbHbI CKPUHUHT). MPOBOANTCS OpraHM3aLVoHHas
paboTa no BceMy Kpato no obyyeHuto pabote ¢ MUC —
MeAMLMNHCKON MHPOPMALMOHHOW cUCTeMO. Hal Kpa —

MEYTAEM, YTOBbl B KPAE BblJIA BO3MOXHOCTb NMPOBOANTD
BCE BbICOKOTEXHONOTMYHbIE NCCNEQOBAHNA N YTOBbI NHOAAM
OHW BbUIN AOCTYMHbI — BECMJIATHbI

NPOTSKEHHbBIN, 6OMbLIOro TpyAa CTOUT B3aMMOfEeNCcTBMe
C TPaHCMOPTHBLIMU KOMMaHUAMM MO JOCTaBKe bmonormnye-
CKOro MaTepuara c TeppuTopuii Kpas A0 Halero LeHTpa
M OT Hac Jo pefepanbHOro LeHTpa B Mockse.

TecTupoBaHMe HOBOPOXOEHHbIX MO3BOINIO HaM ByK-
BallbHO B MepBble AHW XXM3HW BbISBUTb Y HEKOTOPbIX MNa-
OEeHLEeB Takne onacHble 3ab6oneBaHusl, Kak cCnnHanbHas
MblleyHast aTpodusa (CMA): B 2023 rofy 06HapYXuUm aTy
6onesHb y YeTblipex feTen, B 2024 rongy [ob6aBunoch ele
nsaTepo. CerofHs Bce [EBSATb YENOBEK HAabMO[aoTCs y He-
BPOMaTONOroB Ha 6ase KpacHOSAPCKOM KpaeBOW KNMHMYe-
CKOV 60nbHULBI, MOMTyYatoT NeyeHme. Mbl nx npurnawaem
B Hall LLleHTP, CMOTPUM, KaK OHU pa3BuBatoTcs. Bce y HMX
XOPOLUO, M 3TO OYeHb pagyeT Hallu cepALa, NoTOMY 4YTo
Mbl BCE 3HAEM, K KaKUM TSHXKeNenLwnM NocneacTBmusaM npm-
BoauT CMA, Korfa guarHos cTaBMUTCS CIMLWKOM NO34HO.

TpagVLUMOHHO Y Hac HepeaKo BbisiBAsNach GeHunke-
TOHYpUS, a Tenepb cpefu 4acTo BbISIBISEMbIX 3abone-
BaHWM — HacNeaCcTBEeHHble 60/1e3HN 06MeHa. BbiaBneHbl
M NepBUYHbIE UMMYHOOEDULNTBI — TOXE onacHenwne
60Ne3HU, eCNIN UX HE HabNoAaTb U He NeYnTb.

NEHWE MEOWKO-TEHETUYECKOIO
KOHCYNbTUPOBAHWUA

«PYKOBOOWUTEJTb KPACHOAPCKOIO MEAMKO-IFEHETUYECKOIO LLEHTPA TATbAAHA IOPLEBHA ENTM3APBEBA BCEIJA CTAPAJIACb CO3[0ATb
B KOJUIEKTUBE TAKYIO ATMOC®EPY, YTOBEbI Mbl YYBCTBOBAJIM CEBSI KOMAHOM EAVUHOMBILEHHUKOB. 3TO OYEHb BAXKHO [/151 KAYECTBA
PAEOTbI, YCTOMYMBOCTU KOMJIEKTUBA, EFO MPUTATATESIBHOCTU 019 MOSIOObIX CMELMATIUCTOB»

CerogHs MegULMHCKME FreHeTUKN
paboTaloT He TONbKO C ANarHO30M, HO

W cTapaloTcs NpaBuUIbHO AOHOCUTb €ro
[0 CeMbM, YTOGbI ceMbs Morna bbicTpee
cobpaTb cUsbl U HaYaTb NeYnUTb pebeHkKa.

OwnarHos niogu BcTpeyatoT No-pasHoMmy. beiBaeT gaxe
arpeccus: «Mbl He BepUM, Mbl He cornacHsbl!» CriyyaeTcs,
poamMTenu oTKasblBaloTCa OT o6cnefoBanus. iHorga sto
CB$I3aHO C BEPOM: Y HAaC eCTb TePPUTOPUN, rae C AaBHUX
BPEMEH XXMBYT CTapOBEPbI, N XUBYT GaKTUYECKN OTAESb-
HO OT rOCY[apCTBa, Yy HEKOTOPbIX [aXKe HET MacrnopTOoB...

HepaBHO y Hac 6bln ManeHbKWIA NauMeHT ¢ Nofo-
3pEeHMEM Ha MEPBUYHBIN UMMYHOOEDUUUT — TaK CEMbIO
NPULLIOCH Pa3blCKMBaTb MO BCEMY Kpato: OHU XU/ B Ka-
KOW-TO CTOPOXKKE Ha 3anMKe. Mbl NOMOrn UM, NPUBE3NU,
obcnepoBanu pebeHo4ka. [lowno Ao Kypbesa. Myx py-
rancs Ha eHy: «Poxana 6bl foMa, Hukakoro ClMOa 6bl
He 6bino!» MepenyTtan nana CMNO v ML — nepBUYHbIN
VMMYHOOEePULNT... DTa UCTOPUS MOKa3bIBaET, YTO MHO-
rme npo aTy rpynny onacHbiX 60Me3HeN faxe He 3HaloT.
1 cHOBa 1 CHOBa O6BACHSIIO MNaLMeHTaMm, YTO 3TO ABe pas-
Hble 60M1e3HW: OfJHa BbI3bIBAETCH BUPYCOM, a pyras — pe-
3ynbTaT MyTaumm reHa. CloBOM, HacTO HYXXHO O6BACHATL
n y6exxgaTtb nogen. M aTo Toxe YacTb Haller paboTbl.

MepuumHCKasa reHeTUKa pa3BUBaeTCH

BO BCeX pernoHax Poccumn, n kpacHosipckme
reHeTUKU HafelTCH, YTO CKOPO MOXXHO
6yaeT npoBoAUTb 60/blUe MONEKYNAPHbIX
ob6cnenoBaHUii B pernmoHe.

OTpacnb NocTeneHHoO pa3BMBaETCS, U Mbl HageeMcs Ha
M3MEHEHWS — XOTENOCh bbl HA MecTe NPOBOANTbL bosbLUe
MOJIeKyNAPHbIX 06cnefoBaHNn. KOHEYHO, C y4eToM, Kak
Janeko Haw Kpan oT MOCKBbI, NtogaM 6b110 6bl NpoLLe,
ecnn 6bl BCA HEObXoAmMMas MM NOoMoOLLb 6blfla cocpepo-
TOYeHa B pervioHe.

Ho noka oCHOBHbIe nccnefoBaHUs MPOBOASATCS B Na-
6opaTopusax Mocksbl Unn CaHkT-lNeTepbypra, NnoToMy
4YTO, BO-MEPBbIX, OHXN AOCTAaTOYHO JOPOrK, a BO-BTOPbIX,
HY>Hbl XOpoLUMe CneumanncTbl, HO OHW, YTO CKpPbIBaTb,
HepenKo rnepees)atT U3 PErTMOHOB B TE YXe CTOSIUYHbIE
ropofa. Henb3s, KOHEYHO, 1 NMLaTh NalUMeHTa npaBa Ha
KOHCYNbTaLMM N fle4eHne B LeHTpanbHbIX defeparnbHbiX
MEAMLUMNHCKMX LIeHTPaXx, HO XOTeNOoCh bbl, YHTOObI 415 NaLm-
€HTOB B permoHax CTaHOBUIIOCh 60JIblLie BO3MOXXHOCTEN
Nno ANarHOCTMKe — 6ecnnaTHOM MN XOTS 6bl HELOPOr oM.
O4yeHb HafieeMcs, YTO POCCUNCKME Pas3paboTUNKM NPpU-
JyMaloT HOBble NPMBOPbI, M TOrAa MONeKynsapHas aMarHo-
CTVKa bypeT geluesne.
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XpeMm, yto 6yayT npuayMaHbl MHCTPYMEHTbI U Npo-
rpamMMmbl A1 YCKOPEeHUa NOCTaHOBKU AnarHosa, NoToMy
4YTO Bpay He MOXXET, KOHEYHO, 3HaTb 6-7 Tbics4 3abone-
BaHW, a CAenaTb BbIBOA MO KIMHNYECKUM MOKasaTenam
M aHanmsaMm bbiBaeT TPyAHO. YTo KacaeTcsd roTOBHOCTU
OOKTOPOB BCTPETUTbCHA C 6onee YacTbiMu opdaHHbIMU
60ne3HAMMN, TO 5§ CHUTALD, YTO KaXKAbI Y3KUIA crneumanmncT
MOXeT 3HaTb, NaLMeHTbl C KaKMMK pegKuMu 3abonesa-
HUSIMW MOTYT NOSIBUTLCSH Y HUX B KabuHeTe — Ha Kakue
CUMMNTOMbI 06paTUTb BHUMaHWE, Ha Kakue nccnegosa-
HUSA HanpaBUTb. XOPOLO Bbl, KOHEYHO, PacLLUMPUTbL KypC
reHeTUKM B MeQULIMHCKUX By3aX, YTObbI y)Ke TaM 3akna-
ObIBannCb 3HaHUS.

MepMUMHCKOE KOHCYNbTUpOBaHWNe
AeTei n B3pOC/ibiX, HEOHATa IbHbI
CKPWHUHT, OTCNEeXXUBaHUEe BPOXOEHHbIX
MOPOKOB AaX)ke Yy nnopa — MHOro
cepbe3HbIX HanpaBfieHu BegyT
MeOULUMHCKUE reHeTUKU Kpas.

TpaQUUMOHHO Mbl 3aHMMaEMCS FTeHETUYECKUM KOHCY/b-
TMPOBaHWEM [eTel, B3pOoC/bIX. YKe fBa rofa, KakK y4a-
CTBYeM B MPOBEAEHNN PaCLUMPEHHOIO HEOHaTaNbHOIO
CKPUHMHra. A elle y Hac cyllecTBYeT rpynna, Kotopas
NPOBOAUT MOHUTOPUHI BPOXAEHHbIX NMOPOKOB Pa3BUTUS
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EKATEPUHA MA3UHA,
BPAY - JIABOPATOPHbI/ MEHETUNK

y NI0J0B 1 fieTe 0o rofa Ha Tepputopuim KpacHosipckoro
Kpas. Haww cneunanmcTbl cobupatoT U obpabaTbiBatoT
OaHHble 1 3aTeM KOHCYNbTUPYIOT CEMbU, FAe UMEelTCH
PUCKN POXXIOEHWUS [leTel C TeHETUYECKNUMWN HapyLLEHUSIMU.

OyeHb BaXkHas 4yacTb paboTbl — fep)aTb B Nnosne 3pe-
HWS BCE BbISIB/IEHHbIE ClyYau, MO3TOMY Mbl BeJeM peecTp
naumMeHTOB C HacNeaCTBEHHbIMU 3a60M1eBaHNSMMU, KOTO-
pble K HaM 06paTUICh, BHOCUM flaHHbIe B peecTp doHAa
«Kpyr gobpa». 9T0 TPYAOEMKUI NPOLEeCC: HaAo U3Y4nUTb
MHOTrO JOKYMEHTOB, 3arpysntb MHpopmMauuio B 6asy. Ha
06paboTKy AaHHbIX U 3aHeceHne B 6a3y TOMbKO MO Of-
HOMY NaumeHTy TpebyeTcs He MeHee Yaca. A nauMeHToB
MHOXecTBO! Ho Takoli peecTp o4YeHb BaXkeH A/ o6Lero
gena, Ans KOHKPEeTHOro YesloBeKa, MO3TOMY BK/1afbiIBaeM
B 9TO CBOE BPEMS 1 fileNlaeM BCe Heobxoanmoe.

PervioHanbHble cneymanucTbl cnegat

3a OTKPbITUSAMU B MEAULMHCKOW FreHeTUKe
U BEPSAT, YTO YXKe OYeHb CKOPO AOCTYnN

K Ny4LLen poCCUMNCKOMN U MUPOBOM Tepanuu
nony4at u naumeHTbl 3 Cnéumpwu.

KoHeuHo, Mbl XX[eM, 4TO HayKa yrnybuT npefcrtaBneHve
o OHK, Begb xoTa pacwundpoBka JHK yenoBeka rnossu-
nacb eue B 2003 rogy, HO reHOM MoO-MpPeXHeMy TauT
MHOrO 3arafjok. 3TO KaK MMPOBblE OKeaHbl, KOTOpbIE eLle
He n3y4eHbl NoNHOCTbI0. C pacMdpPOBKOM Kaxgom HO-
BOW 3arafikm Mbl IpMbMKaeMcs K MOHMMaHuio 60ne3Hu,
a 3HAYUT, U K ee ANarHoCTUKE U NIeYEHMIO.

Ho B LenloM NpopbiB B FrEHETUKE, KOTOPbIA Havancs
B rMocnefHve rofpl, — 370 NPOCTO Yyao. Mbl HapgeeMcs,
4YTO HayKa B 6nvkanlume rofpbl MPUMHECET MHOIO XOpOo-
LUMX HOBOCTEN B CEMbW, KOTOPbIE CTONKHYUCh MU MOTYT
CTONKHYTbCH C FreHeTUYeCKUM 3aboneBaHneM.

TEKCT: TAMAPA AMEJIMHA

C PACLLN®OPOBKOW
HOBOIN 3AFAKW Mbl MPUBJINHKAEMCA
K MOHUMAHWNK BONIE3HN, A 3HAYNT,
K EE OUATHOCTUKE W NNIEYEHWNIO
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TEMA HOMEPA

OP®AHHbIE PETNCTPbI

NMOArOTOBKA
WH®OOPMALINM ONS
PEFMCTPOB TPEBYET
BOJIbLLUOMO TPY[IA,

W 3TOT TPYQ, AOIKEH
BbITb OMJIAYEH

BPAYU N NALIMEHTBI
OXWUOAIOT MUBMEHEHUM:
MH®OPMUPOBAHHBIE
COrJIACUS YOOBHEE
COBWPATb B 3JIEKTPOHHOM
®OPMATE OHJTAWH

CO3OAET

PELUEHVNA
OAPUT IE
HAOEX YA

MALUMEHTY HY)XXHO
OOMOJIHUTEJSIbHO
PA3BACHATb, MOYEMY
EMY BbIFrOAHO
NMPEOOCTABUTbL CBOU
OAHHbBIE 019 PETUCTPA

DATA-LERT

o

D

PaMOTHO COCTaBJ/IEHHBIM PErncTp Naum-
€HTOB NOMOraeT UccrnefoBaTenio n3yvaTb
3aboneBaHus U paspabaTbiBaTb HOBble
npenapaTsbl, Bpayy - nyylle pasbupaTbes
B OCOBEHHOCTAX 3aboneBaHui, a naLmeH-
Ty - 6bITb B KypCe NOSIB/IEHUS U BHefpe-
HUA Tepanun. B Meguko-reHeTU4eCcKoM
Hay4HOM LeHTpe nM. akagemMuka H.I. boy-
KOBa MOSIBUICS OMbIT CO3[aHNs PermMcTpoB
naLmMeHTOB C HacNefCTBEHHbIMU 3abone-
BaHMSMU MblwL. OH gan noHMMaHue op-
raHusaumm aToro npouecca, BOBIeYEHUS
B HEro NauMeHTCKoro n npodeccmoHanb-
HOro coobLecTBa 1 TeX Y3KUX MECT, KOTO-
pble HY>XHO NPeofoneTb.

YTO TAKOE PEMMCTPbI
N KOMY OHU NOJIE3HbI

37O CTPYKTYpUpOBaHHas 6a3a AaHHbIX,
KOTOpas CoAepPXKUT MHGOPMaLMIO O NaLn-
€HTax, UX [MarHo3ax, KIIMHUYECKMX NMposiB-

ACBINY
MYPTA3HA

K.M.H., 3ABE[YIOLLAS TABOPATOPUEM
HEMPOMEHETUKM ®TrEHY «MEAMKO-
FEHETUYECKUI HAYYHbBIN LEEHTP

VM. AKALEMUKA H. M. BOYKOBA»

NIeHUAX 1 pesynbTaTax Tepanuun. B cnyyae
reHeTUYEeCKUX 3aboneBaHu nMetoTcsH
TaKXXe pesynbTaTbl MONeKYNapHO-reHeTun-
YEeCKMX nccnenoBaHuii.

PerncTpbl HY>XHbl 1 NaLMEHTY, 1 Bpady,
1 yyeHomy. CKaxkeM, Ans uccneposatens
perncTp SBnSeTCs NCTOYHUKOM AaHHbIX
ONs n3ydeHus pegkmx sabonesaHui, no-
1ICKa 3aKOHOMEPHOCTEMN, pas3paboTKM HO-
BbIX MOAXOL0B K Tepanumu. 3To OCOBEHHO
Ba)XHO 019 UccnefoBaHuin opdaHHbIX, TO
€CTb OYeHb pefKunx, 3aboneBaHui.

BpayaM perncTpbl nomoraiwT cpaB-
HMBaTb pasHble cnyyanm U3 KIMHUYECKOMN
MPaKTUKK 1 NMPUHMMaTb 6onee 060CHO-
BaHHble peLleHVs NPy yCTaHOBKE AnarHo-
3a, Bblbope Tepanumn 1 NporHo03mpoBaHnn
TeyeHns 6onesHu.

[MauymeHTbl Nony4yatoT MHPOPMaLUIO
O KNIMHUYECKUX WUCMbITaHUAX, HOBbIX
npenapaTtax, HanpmMMep o NporpamMmmax
neKkapcTBeHHOro obecnevyeHus. Takxxe

SKCMNEPTU3A

NosiBNSieTCH BO3MOXHOCTb A9 Bble-
NIeHUs TPYMMN NaLMeHTOB, KOTOPLIM He-
06X0AUMbI [OMONMHUTENbHbIE MEAUKO-
npoodUnaKTUYeCKMe MepPONpPUSATUS.

AJNTTOPUTMBI
OTBOPA JAHHbIX
MMEIOT NNOTUKY

OpdaHHble 60N1e3HM BCTpevalT-
Cs pepfKo, a HeKoTopble KpaliHe pefako,
1 30ecb NOMoraeT 3ToT YHUPULMPOBaH-
HbIM c60p 60NbWOro o6bemMa faHHbIX
B peructpax. OH gaeT KpaliHe Ba)kHYyo
MHPopMaLMio MO PeaKmMM cny4vyasm ans
MaKCcuUManbHO O6BbEKTUBHOIO aHanmsa.
Ho co3pgaHuve 1 BegeHne pernMcTpoB — 3a-
[ava o4YeHb TPY#OoeMKas, U 4Nns npaBub-
HOro GOpPMMPOBaHMS permcTpa 1 3anon-
HEeHUS OaHHbIX HY)XXHO MOHMMaHue Lenu
nx cbopa. Takoe MOHMMaHUE [OJSIXKHO
BbITb CO CTOPOHbI M Bpaya, 1 NaymeHTa.

PEFACTPbI MALUWNEHTOB CTANIA MOCTOM

MEXAY YHYEHBIMW, BPAHAMI, PASPABOTHUKAMWN
A MAULWMEHTAMW. 4TO MOMOIAET N MELWAET
BA3Y NHOOPMALWWN ®OPMNPOBATb?
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HE TAK JIEFKO HANTI 3ANHTEPECOBAHHbIX
CNELMANNCTOB A1 NONOJIHEHNA PETNCTPOB,

BE[b NMOKA 3TO BCE AEJIAETCA BE3BO3ME3[HO,
A 3AHATWE NO BPEMEHI 3ATPATHOE

Obuee u pasnuumnda. BaxHas ocobeH-
HOCTb PeAKMX reHeTU4YeCKnx 3aborneBa-
HUA — NX TeHeTUYecKas U KIMHUYecKas
reTeporeHHoCTb, TO €CTb Y MaLUNeHTOB
C OOHUM U TEM Xe ANArHo30M KJIMHUYe-
CKasi KapTuHa 1 TedeHue 60Me3Hn MoryT
CWUINbHO BapbMPOBAaTbLCS. 3HAUYNUT, PErncTp
[OMKEH YYMTbIBaTb 3TU Pas3NNyng U MHOIO
BCEero: BK/0YaTb 6a30Bble KIMHUYECKMe
[aHHble, OMONMHNTENbHbIE OCOBEHHOCTH,
noApo6HYIo reHeTUYeCKyto MHGopmaLmio,
[laHHble 0 CeMenHOM aHaMHes3e, yKasaHue
Ha BHeLIHWe GaKTopbl, KOTOPbIE MOITIM MO-
B/IUSATb Ha TeyeHne 6onesHu.
HonrocpounocTs. OnutensHoe Ha-
6niofeHre Npu cocTaBneHNN opdaHHbIX
pPerncTpoB — elle O[HO BakHOe TpeboBa-
HWe K Ka4eCTBEHHOMY perucTpy. MHorme
pefnkue 3a6oneBaHns MeKT NPOorpeccu-
PYIOLMI XapaKTep, TO eCTb NPOABNEHNSA
60/1e3HM MEHSIOTCS U ee U3y4YeHue Tpeby-
eT NepnoamnyecKoro 06HOBNEHNS [aHHbIX,
TaK YTO PErncTp OOMKEH CTaTb AUHaAMUNYe-
CKOW CUCTEMOWN. A 4TOBbI rapaHTMpOBaTb
TaKoe ero Ka4yecTBO, HY>KHbl MEXaHU3MbI
perynsapHoro B3anMoferncTBumsa ¢ naum-
eHTaMu, X CEMbSMU 1 BpavaMu.
Yundurauymsa. Mpu cosgaHum perun-
CTpa Ba)XHO OPUEHTUPOBAaTLCS Ha OXKMaa-
eMblli pe3ynbTaT, HY)KHO CTapaTbCs MaK-
CUManbHO YHUPULMPOBaTb faHHble, faxe
onucaTenbHble. YeM nyylle 1 ogHOTUMHee
npoBepfeH c6op, TeM LieHHee pe3ynbTar.
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PEFMCTPOB
ONA NALUMUEHTOB

C BONE3HAMMU
MbILLEYHOM CUCTEMBI
CTAHOBUTCS BOJIbLLE

B HaweMm ueHTpe 9 oTBevyalo 3a Cco-
34aHVe 1 BefeHne perncTpoB No Ha-
CNeAcTBEHHbIM MbllLEYHbIM 3ab601eBaHN-
am. BmMecTe ¢ otaenom GyHKUMOHanbHOM
reHOMWKWN Mbl YeTblpe roga cobupaem
6a3y fAaHHbIX MO MauveHTaM C MblleY-
Hov gnctpoduen Nangysmn — dexxepurHa.
B npoLunom rogy mMbl paspaboTanm 0CHOBY
0151 BEAEHWNS1 PErcTPOB Ha 3alUMLLEHHON
nnatopme.

Pa6ota no perucrtpam y Hac pac-
mpaeTca. Celyac HaxoguUMCS Ha cTap-
Te 3anosIHEHUS PEeruMcTpPoB MO MOSICHO-
KOHEYHOCTHbIM MblLWEeYHbIM AUCTPOdUAM
(oHM BK/IOYaAIOT B Cebs nopsaaka 25 pasHbix
reHeTUYeCKnx GopMm), BPOXKAEHHbIM MUO-
naTusaiM, MMOTOHWUYECKMM pacCTPOMCTBaM.
B Hawwx perncTpax y4ymTbiBaloTCH Naum-
€HTbl CO BCEW CTpaHbl, KOTOpble 06paTn-
nmck B PreHY «MIMHLU» gna gnarHocTnkm
nnn pobasneHunsa B Hawy 6asy. NHPop-
Mauuio o cbope ceMbM Nosny4atoT B TOM
yncne 1 B NaUMEHTCKUX coobLecTBax No
pa3HbIM rpynnaM MbllLEYHbIX ANCTPOPUIA.

Mpouecc c6opa gaHHbIX OYEHb
Tpynoemumii. CkaxeM, ceilyac B pe-
rucTpe ¢ MbllevyHon guctpoduren JlaH-
ay3n — [dexepuHa 6onee 400 venosexk,
HO TaKux naumeHToB B Poccum, Mbl npea-
rnonaraeM, Ha NopsiaoK 6osbLue. OcobeHHO
OCTPO HY>XHbI CMELNanncTbl U3 PEermoHoB,
KOTOpble rOTOBbl COTPYAHMYaTb B NOMOJI-
HEHUW PErnCTPOB. HagetCb, Mbl CMOXEM
06beVHNTL YCUNUS C PErnoHasbHbIMU
cneunanmcTamu.

Ybd 3TO
PABOTA

MWHUCTEPCTBO
3[0PABOOXPAHEHUSA P®
KYPUPYET PEOEPAJIbHbIE
PEFNCTPbl OP®AHHbIX
NMAUMEHTOB

.

YHUBEPCUTETCKUE KITMHUKMN,
HWUW, TEHETUYECKUE LLEHTPbI

(.

EOQUHOM ®OPMbI
ana BCEX PETUCTPOB
HET, HO ECTb BA30OBA4
CTPYKTYPA
> LEMOIrPA®UYECKME OAHHBIE
< CEMEMHbI AHAMHE3
% OBLUME KITMHWUYECKUE OAHHBIE
> TEPANUS, UHOOPMALMSA

O NMPUMEHSIEMbIX MPEMAPATAX
- KAYECTBO YXM3HU MALMEHTOB

HY)>XHO OPYI OPYTA
HAMNTW, YCJIbILLATb
U NMOHATDb

NMmeeTcs yxe nopsigka 10 naumeHTCKnx
coo6LecTB, KOTOPble FOTOBbLI MOMOraTb
HaM B MOBbIWEHNUN OCBE[OMNEHHOCTH
0 3aboneBaHMM NayMeHTOB, Nno 3abone-
BaHWSAM KOTOPbIX COCTaBNSOTCH PErnUCTpbI.
3710 ycKkopsieT cbop nHpopMauuun. Hanpu-
Mep, Mbl COTPYAHMYaeM C coobLiecTBa-
MU MaLMEHTOB C MbllLUeYHOM gucTtpodumen
Nanpysn — [lexxepuHa, ¢ pasHbiMu pop-
MaMM MOSICHO-KOHEYHOCTHbIX MbILLEYHbIX
ONCTPOdUIN, BPOXAEHHBIX MbILLEYHbIX ANC-
Tpoduii, ANCTanbHbIX MMOMNATUNA.

Kak mMbl HaxoguM apyr apyra? Haw
LIeHTp NpoBef COBMECTHbIE BUOEOBCTPEUN
C NpefcTaBUTENAMM NaLUEHTCKUX OpraHn-
3auui, rae Mbl 06Ccyannn pasHbele BONpo-
Cbl. TaK Mbl COMN3UNUCH, NyyLle MOHANU
3anpocsbl. CkaxeM, bnarofgapsi akTMBHOCTU
npepcTaBuTeNer coobLecTB NaLNEeHTOB
C MbllleYvyHon guctpoduert NlaHaysmn — [e-
YXepUHa, NOSICHO-KOHEYHOCTHOM MblLLEeY-
HOV ANCTPOdUM, psifia BPOXKAEHHbIX GOPM
MbILLIEYHbIX OUCTPODUIN Yy Hac NosiBUCSA
uenbli KoMnnekc paboT. B yacTHocCTH,
Y MaLUMEHTCKMX COOBLLECTB YXXe eCTb OnbIT
cbopa nHPopmMaLmm OT NaLMeHTOB, paspa-
60TKM BpOLLIOP U PYKOBOACTB. A BEPIO, YTO
Halwn obLyMe yCunms MoMoryT NOBbICUTb
OCBEJOM/IEHHOCTb O PeAKMX BONE3HSX.

CEKPETbI AOCTVYNA
U 3ALLATDI

Basa gaHHbIX 9BNseTCsa CO6CTBEHHON
paspaboTkon MIHLL, ee obcnyxuBaHue
N o6HOBNEHME NPOU3BOAATCHA CUIaMU
COBCTBEHHbIX Pa3paboTHMKOB.

UHPpopMupoBaHHbIe cornacus.
C naumeHTaMn [OroBOPbI MO BEAEHUIO
PEerncTpoB He 3aKJo4aloTCs, HO MauneHT
WU ero 3aKOHHbIV NpefcTaBuTenb nog-
nucbiBaloT MHGOPMUPOBAHHbIE COrnacus,
4YTO Mo3BoONSAEeT cCobnNofaTb TpeboBaHNA
no 3almMTe NepcoHasnbHbIX JaHHbIX. Of-
HaKO Mbl CTONIKHY/TIUCb CO CIIOXHOCTbIO:
ONS BKMIOYEHWSA NaLMeHTa B PerncTp Hy-
YKEH OpUrMHan cornacusi C IMYHOM Noanu-
Cbl0, @ 3NEKTPOHHbIE GOPMbI HE MOAXOAAT.
B cBA3M ¢ 3TVMM ntogsm NpUXoAUTCS 3anon-
HATb BYMaXkHble cornacusi U oTrnpaBnsTb
VX MOYTOM UNN KYPbepPOM B HaLl LLEHTP.

A

HocTtyn K uHpopMauuu. OH cTpo-
ro orpaHu4yeH M npepocTaBnseTcs
TO/IbKO aBTOPM30BaHHbLIM nnuaM. EcTb
pasHble YPOBHW JocTyna. Bpaun Buagat
TOJIbKO «CBOMX» BHECEHHbIX MaLNEHTOB,
a y Bpa4eln-KypaTopoB W OTBETCTBEHHbIX
3a perncTpbl 4OCTYM LWKUpe.

MpoTtue yTeyek nHpopmaLmu. Y Hac
paspaboTaHbl YeTKMe NPOTOKOJbI AOCTYNa
Y obMeHa faHHbIMU, peryniapHo 06HOB-
NAIOTCH CUCTEMbI 3alMThl, @ NepcoHan
oby4aeTcsa npaBuaaM paboTbl C KOHOU-
[eHumanbHom nHdopmalmen. Bce cotpya-
HWUKW LEeHTpa NoAnncbiBaloT [OKYMEHTBI
06 O3HaKOMJIEHUM C MpUKasamMu O He-
pasrnaweHnn KoHGUAeHUManbHOW NH-
dopMaumn NaumMeHToB N 0653aTeNbCTBa
no cobnioAeHNIo KOHPUAEHLMANTBHOCTU.

PABOTY C NEPCOHAJIbHbIMI AAHHBIMA

PEFYNNPYET GELEPAJIbHbIA 3AKOH N 152-03
«0 NMEPCOHAJIbHbIX OAHHbIX»
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NAUWEHT NMMEET NMPABO OTKA3ATbCH

OT YYACTWNA B PEECTPE, 1 TAKOE PEWIEHNE
HYHHO YBAXATb, HWUKAKOIO A ABNIEHINA
bbITb HE MOXET. YACTO NMPNYNHA OTKA3A
3AKJTKOYAETCH B TOM, YTO YEJIOBEK
HEOOCTATO4YHO NH®OPMWNPOBAH

[IOEPOBOJILHO,
OMEPATUBHO,

BO BJIAIO U AN
CAMBIX PEOKUX

Hy»Ho nogpo6HO MHGOPMMpPOBaThL Ce-
MblO O MPeVMyLLecTBax y4acTus B peru-
cTpe. Peyb MaeT 0 BO3MOXHOCTU NONYYNTb
JOCTYN K HOBbIM MeTofjaM JfleHeHus, yya-
CTBOBAaTb B KJIMHUYECKUX UCCe0BaHU-
fX, NoggepXmBatoLwmx nporpammax. Ecnmn
)Xe YenoBEeK BCe-TaKM oTKasalcs, oTKas
Ba)KHO 3adUKCMpPOBaTb B MEAULMHCKON
OOKYMeHTauuu, 4Tobbl B byayuieM nsbe-
XaTb HegopasyMeHUn U NOBTOPHbLIX
3anpocos.

CerogHs cosgaHne perncTpoB oxBa-
TbiBaeT MNoKa He Bce 3aboneBaHus. YTo
BMSIET Ha TO, YTOObl PErucTp BO3HUK?
KOHEeYHO, OAMH M3 BaXKHbIX KpUTEpU-
eB — 3TO POoKyCcMpoBaTbCH Ha Tex 3ab6o-
NeBaHUNAX, rae PerncTp MOXeT NPUHECTU
HanbOoMbLUYIO NOMb3Y B KPAaTKOCPOYHOMN
nepcnekTuBe. Take NpuopuTeT OoTLaeT-
Ccsl 6ONE3HSAM C BbICOKOM CMEPTHOCTLIO,
TAXKENOW MHBaNugmaaumen nnm aHaum-
TeNbHbLIM BIIUSHUEM Ha KayeCcTBO XU3HWU.
Ewe oanH Kputepuit — no 3aboneBaHnam
BeOyTCs nccnegoBaHns, BO3MOXHO pas-
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pabaTbiBatloTCs NpenapaTbl. KOHeYHO, ecTb
$aKTop Hay4YHOro MHTepeca CO CTOPOHbI
vccnegoBaTenemn, nsyyvaoLlmx oTaenbHble
3aboneBaHus.

[ns Tex 6onesHen, y KOTOPbLIX yXe
nosiBUMacb aTMonaTtoreHeTnyecKas Te-
panus, Toxe BaXeH perucTp. B Takux
cny4Yasix HY>XHO BECTU y4eT Tex, KTO Mno-
ny4YaeT Tepanuio, oueHnBaTb ee abdeKT.
B aTuX nctopuax Hepeako caMu naumeH-
Tbl CT@HOBSATCS MHULMATOPaMU CO3aaHNUs
perncTpoB, MOCKOJIbKY OHW MOHMMALOT,
YTO MOSlyYeHMe HOBbIX TepaneBTUYECKNX
rnpenapaToB COMPSXEHO CO MHOMMMM BO-
npocamMm 1 BMecTe naumeHTam npotie nx
CTaBWUTb U HaxoaUTb CTOPOHHMNKOB.

Pervctpbl o4eHb BaXkHbl Ansa opdaH-
HbIX 60f1e3HeNn, Os KOTopbIX pa3paboTka
Tepanum ocobeHHO CIOXHa B CUY Masnoro
ymcna nauMeHToB U HegocTaTKa AaHHbIX.

BNATOJAPVUM 3A MOMOLb
B NMOArOTOBKE TEKCTA K NMEYATU
XYPHAJTUCTA TATbAHY ®UTTMMOHOBY

HYHHbl WHCTPYMEHTbI 2
PACLLWPERIA AOCTYIA
K WHHOBALWOHHON

TEPATNIA

O HeflaBHero BpeMeHu cucTemMa-
TM3aumsa n y4eT MeanUuHCKON MHbopma-
LMY 6bINIM HE[OCTaTOYHO 3P EKTUBHBIMMU.
MHoruve pegkune 3aboneBaHus 0603Ha-
Yanucb O6LWMM KOOOM, YTO 3aTPYAHSAN0
onpepfeneHne YACNEHHOCTUN NauMeHToB
C Ka)X[0W KOHKpEeTHOW naTosnorunein. Bee-
feHvie MKB-11 (MexxpyHapogHoM Knaccu-
duKauum 6onesHel 11-ro nepecmoTpa)
ynydllaeT TOYHOCTb yyeTa, HO npobriemMa
HeJoCTaTOYHOM AMarHOCTUKM OCTaeTcs.

[Opyrve rpaHu npobnemsl — HU3Kas
OCBE[IOM/IEHHOCTb Bpayeill 0 CUMMTOMaXx
M NPOSIBNEHUNAX pPefKUX 3aboneBaHun,
He[oCTaTOYHOCTb CheLmanm3npoBaHHbIX
OVNarHoCTUYECKUX LIEHTPOB, CITIOXXHOCTU
B NPOBEAEHUN FreHeTUYEeCKUX aHanns3oB
W Opyrmux cneynanmampoBaHHbIX nccne-
OOBaHWUN. Bce aTo NpMBOAMUT K 3aep)KKaM
ONarHOCTUKM U, KaK cnefcTeme, K HeCBO-
eBpeMeHHOMY Ha4any nevyeHus. Ons na-
LMeHTa TaKkasd CUTyaLMs HECET Cepbe3Hble
HeraTMBHble NOCNeACTBUS: 3aboneBaHne
MOXXeT NporpeccmnpoBaTb.

KomnaHwuu Aston Health 6onee 25 ner,
no4ytn 20 NeT U3 HUX MOCBSLEHO opra-
HU3aUuM KU peanusauum nporpamm na-
6opaTopHOM OMarHOCTUKK, pa3paboTke
KJIMHUNYECKUX PErncTpoB NauneHToB. Tak-
e Aston Health peanuayeT nporpammsl
NOAOEPXKM MALMEHTOB, B TOM YMCIIE UH-
dopMaumoHHble. O Haleln paboTe nyylie
BCEro roBOpsAT pe3ynbTaTbl MPOEKTOB,
NMO3TOMY XOTenun 6bl MOAENNTECH KENCOM
13 NpaKTuKK «[porpaMmmMa MOHUTOPUHra

naumeHToB ¢ MHM (MHI — napokcusMarb-
Hasi HoYHas reMoro6UHypKs).

[nsa Hac 6bina oyeBMaHa Heobxoam-
MOCTb B peannsaumm u pasBuTumn cTpa-
Termm guarHoCTUKKM, KOTopas BbIXOLUT
3a paMKW CTaHOapTHOW MepULUHCKOM
npakTnkn. OgHaKo 13-3a CIIOXHOIo Npo-
Liecca cyLecTBOBanM ornpeaeneHHble npe-
NATCTBUS ONs ee BHeapeHusl. Heobxoam-
MO 6bI/10 CNPOEKTUPOBATb, OPraHN30BaTb
1 BBECTWU B paboTy perncTp naumeHTos,
B paMKaX KOTOPOIro MOXXHO BECTU Habnto-
JaTenbHOEe UCCriefloBaHMe 3a NaumeHTa-
mMun. Cneymannctel Aston Health cmornm
obecneynTb aPpOEKTUBHOCTb N Ka4eCTBO
BCero npoLecca npoeKkTa, YTo NO3BOMNI0
OOCTWUYb MPEKpPACHbIX Pe3ynbTaToB.

HATAJTbA MYEBA

OUPEKTOP MEOULIMHCKUX MPOIrPAMM
ASTON HEALTH

B uenom Hy»Ho ckasaTb, YTO peLleHne
npo6nemMbl 4ocTyna NaLMeHTOB K MIHHOBa-
LIMOHHBIM MeTOoaM fiedeHns peKunx 3abo-
neBaHuI TpebyeT KOMMIeKCHOro NOAXoaa,
BKJIlOYaloLLLero yBenmyeHne 61oaeTHOro
PUHaAHCNPOBaHWNS, MOBbLILEHUS YPOBHS
ONarHOCTUKK, PasBUTUS cneumanmsnpo-
BaHHbIX MEAULMHCKUX LLeHTPOB 1 OpraHu-
3auny adPeKTUBHbIX NporpaMm focTyna
K nleyeHuto. ToNbKo O6LWMMU YCUNUSMU
BCEX YYaCTHMKOB OTPac/iv MOXKHO fOCTUYb
3Ha4YMUTENbHOr O Nporpecca B NOMOLLM Na-
umMeHTaM ¢ opdaHHbIMKN 3ab6oneBaHNSIMU.

NMPOrPAMMA MOHWTOPWHIA NALWEHTOB C MHI

UcxopgHas cutyaums

BbISIBNSNCH TONbKO €AVHNYHbIE MaLMEHTbI
B Be[yLLVX reMaToNIorM4ecKmx LeHTpax
3aboneBaHne CUMTaNOCh yNbTpaopdaHHbIM
OTcyTcTBOBana perynspHas 1 ogHo3Ha4Has
AMarHocTuka

OTCyTCTBUE permcTpa

[ocTurHyTto ¢ nomouybio Aston Health

BHefpeHa perynsapHas gmMarHocTmka
Mo MeXAyHapOoAHbIM CTaHAAPTaM B HECKOTbKUX
KpYmHbIX ropogax P®

CpepfHsas BbIIBNSIEMOCTb COCTaBMNa
okono 270 NnayneHToB B rof

K 2017 rogy 6b110 BbiBNeHo 1700 naymeHToB,
TO ecTb 1,16 Ha 100 TbIC. HaceneHus*

C 2024 ropa Bo Bcepoccuickomn 6ase
OaHHbIX NaumeHToB ¢ MHIM 240 naymeHTOB
Haxop[sATCa Ha Tepanuu. MNnaHnpyemblii
ropusoHT - 600 naumneHToB

* CornacHo Mex/yHapofHbIM peructpam, pacnpoctpaHeHHocTb MHI cocTaBnseT 1,6 Ha 100 Thic. HaceneHus.
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OTOMpPOEKT «Poccumn BaXkeH Kax-
Obl» MHULMMpOBanu Bcepoccumckun
CO03 NnauumeHToB 1 Bcepoccuiickoe 06-
wecTBo peakux (opdaHHbIX) 3a601eBaHU
npv nogaepxke eonHAa «Kpyr pobpa». [Ans
BOO3 aT1o yxe BTopas BbicTaBka BOO3,
KOTOPYIO OHW NPUAYMbIBAIOT M PEann3yLoT.
MepBas npoxoguna B [ocyfapCTBEHHOM
LYMe, a HblHELLUHSS BbICTaBKa, Y)Xe BTO-
pas, B 2025 rofy 6blna pa3BepHyTa ToXe
Ha BbICOKOM rocyjapCTBEHHOM YpPOBHeE:
cocTosinacb B Cosete Pepnepaunm POD.

XU3Hb — 3TO OAP

«KoHUenumsa BbICTaBKM 3akso4vanach
B ABYX KJ/IIOYEBbIX MAEAX, — pacckasana
EkaTepuHa 3axapoBa, JOKTOP MeauLMH-
CKMUX HayK W npepcepaTenb 3KCMepTHO-
ro copeta BOO3. — Bo-nepBbIX, AOHECTU
VAEI YHUKaNbHOCTWN KaXX[A0W XU3HU —
Yy Kagoro B Hel ecTb MeyTbl, MNnaHsbl, f0-
CTWKEHMS. A BTOpOe: B eMKON popMe Mbl
chopMynmMpoBanm BONPOCHl, peleHne
KOTOPbIX MOMOXeT NnauueHTaM NpoTUBO-
CTOSITb AMArHO3Yy M KUTb MOJTHOLLEHHO».

[anepes ¢oTONOPTPETOB N MUKPO-
MCTOPUIN, KOTOPbIE MX COMPOBOXAAIOT,
pa3BepHyna KONNEKTUBHYIO UCTOPUIO
XXWU3HW peaKoro nauyueHTa — oT geTen oo
B3pOC/bIX. AHOPE MeyTaeT HaliTU CKeneT
HacTosLero oMHo3aBpa, MakcuM — cTaTb
YY€EHbIM-XMMMKOM, Mulwa — npuayMaTtb
MaLUnHy, Mne6 yBneyeH po60TOTEXHMKON.

KA bIN YENOBEK
NMEET MPABO...

[aHsa xo4eT cTaTb UHXXEeHEPOM, AHS —
BeTepuHapoM, IMMa — Bpa4yoM, a [daHu-
WM — y4acTBOBaTb B MHTEpeCHbIX IT-npoek-
Tax. Mawa nobuT roToBMUTb HOBbIE Britoga.
3avpa MeyTaeT NOAHATBCSH Ha FOPHYIO
BepLwurHy B 5000 MeTpoB, Pefe HpaBUTCH
3ab0TUTbLCS O CBOMX KOTax, a y AHacTacuu
C TSKEJbIM MbILLEYHbIM 3ab601eBaHNEM PO-
Onncs cbiH!

TaTbsiHa YYMT MNaLMEHTOB He CTECHSATb-
CSl MHBaNUAHOW KONsiCKK, Bnagummnp — He
cpaBaTbca 6onesHn, a Onbra nomoraeTt
OpYrnum MamaMm CcTaTb cHacTamBbIMU. Bna-
ropaps fnevyeHuto cbbinacb MevTa EBbl —
Tenepb OHa TaHuyeT, Banepusa noert, a Ja-
HUUN U ApUHa cTanu nyYlle BUAETb.

KAKUX PELLEHUA
XAOYT NAUMEHTDI

BTopoli Lenblo BbICTaBKM CTan BKag
B TO, YTOGbl MOCTPOUTL «YMHYIO» CTpa-
Terunio B oppaHHOM OTpacim — JOHeCTH
[0 TeX, KTO MPUHMMaeT peLleHuns], caMble
Ba)XHble 3agadn.

< BK/IOYUTb B CUCTEMY AUCTIAHCEPU-
3auuKn geTelt NabopaTopHble TeCTbl A
AMarHoCTUKN opdaHHbIX 60M1e3HeN.

< B KaX[1OM pervoHe opraHmsoBaTb
CeNeKTUBHbIV CKPUHMHT Ha pefKue 3a60-
neBaHus.

< [eHeTUYeCcKMe UCCNef0BaHMsS [OMK-
Hbl CTaTb AOCTYMHbI M 6eCnnaTHbI B NI060M
pervoHe He3aBMCUMO OT AMarHo3a u Ha-
NNYNS UHBAIMOHOCTM.
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«AUMAFHOCTUYECKAS
OOUCCESI» MOXET OTHATb
rofbl, 30OPOBbLE

M OAXE XXU3Hb. A IOPOrAS
TEPAMUS HE COCTOUTCS
BE3 FOCYLQAPCTBEHHbIX
PELLUEHWIA. MHOTUE
«PELKMUE» C HAEXOM
XOYT UBOBPETEHUSA
3ODEKTUBHOIO NIEYEHUSA

B TLPOUPRIMAY g HPeTEETI
HBICOROSITPRITHLEY : 1 HOHRE HOSOI0TI,
woconorii (B3H), OIPL AT KPIrTepin
o ek THIING nug

U ZIOCTY I TOSED S5

euet donia «Kpyr jodpas
3 -

nmenTas 1o 19 aer, -

Lyasrb ¢ codaKkoin
AHHA > MVKOBHCITIIO3

AHHa Ha p@ﬂKDCTb OTEBETCTEEHHAA OeB04YKa,
HecMoTps Ha CepbesHyio 6ONE3Hb, OHa XOPOoLUo
Yy4WUTCR, bnarofapn epadaM 1 COBPEMEHHBIM TapraTHLIM
npenapatam Tenepb OHa MMBET MN3HLIO OBLIMHOR
AeBoqKM. A ewe meyTaeT o cobaxke! AHA xouer
CTaTh BeTepuHapoM, 4Tobkl 2a60TUTECA O cobaKax,
KOLWKaX M OPYrMX AOMALUHWX MUTOMLAX.

INekapcTtBa 13 nporpamMmsl B3H (Bbi-
COKo3aTpaTHble HO30/10r 1K) — A1 B3pOC-
NbIX MayMeHTOB HeobXoaMMbl Npasuna
hopMUPOBaHMS NEPEYHS N eXKerogHas NH-
JeKcaums blofxeTa nporpaMmsbl ¢ y4eToM
pacLlmnpeHns peructpa naLuneHToB.

B nporpammy B3H Heobxogumo
BK/lOYaTb MHHOBALMOHHbIE NpenapaThl
M HOBble HO30M0OMMK, ONpPeaennTb Kpu-
Tepuun 1 nNpoLenypbl pacluMpeHus 3Tomn
nporpamMmei.

YTBEPOUTb NEPUOANYHOCTDL U MOpPS-
OOK MepecMoTpa NepeyHs XXM3Heyrpoxa-
oWwmx peaknx (opdaHHbIX) 3a6oneBaHui,
KOTOpble Nofsiexar lekapcTBeHHOMY obe-
CMeyvyeHuto pernoHanbHbIMM BrogXXeTamMu.

ObecneynTb NPeemMCcTBEHHOCTL Nle-
YeHUs Npu nepexofe NauneHToB 13 negu-
aTpUYeCKol ceTu BO B3pocnyto. Bapocbim
naumeHTaM Hy>kHa pepMeHTHasa 3aMecTu-
TenbHasa Tepanusa «6e3 6apbepoB», YTObbI
CHU3UTb CKOPOCTb MNPOrpeccupoBaHus
6onesHu.

MpeogoneTb 3aBMCMMOCTb MpaBa Ha
NbroTHOE NleKapCTBEHHOE 0becrneyeHme ot
HanM4ns NHBaNMOHOCTMU.

MyxoBueinios oeobo
2e N LI IETRIX,
Aabosenanne BonLw

1oy e
PRICIpeiiH Krof

ML HPOCPRA L.

Ob6ecne4ynTb NMaLMeHTOB C ynbTpa-
pegknmm 3aboneBaHUsIMU Yepes GoHL
«Kpyr po6pa» ne4yebHbIMM NpoayKTaMu
NMUTaHUS, B TOM YMUCNe He3aperncTpmpo-
BaHHbIMU B Poccuu.

HeobxoanMbl LEeHTPbI 3KCNepTU3bl,
opdaHHbIe LLeHTPbI N0 pefKum 3aboneBa-
HUAM, roe naymeHTbl, MOKa He nMeLme
3O PEKTUBHOIO NAaTOrEHETUYECKOIO Ne-
YeHus, Nony4vaT NOMOLLb U KOHCY/bTaL M.

Ha pernoHanbHOM ypoBHe He06X0-
anmo GopMUpoBaTb MyNbTUAUCUUMIMHAP-
Hble KOMaHAbl 41 MeANLMHCKOM MOMOoLM
M peabunmtaymn.

Hy>XHbl MeXpervoHasbHble LeHTpbI
KOMMETEHLMIM, KOTOPble CMOTYyT NPOBO-
OUTb Tepanuio MHHOBaLWMOHHLIMK MNpena-
paTtaMu psigoM C AOMOM.

OTKpbITUE LLEHTPOB reHHbIX AepMa-
TO30B B pernoHax Poccum.

PervioHbl Hy)xpatoTcs B cybcmamnsax
13 depeparnbHOro GrogxeTa s 3aKynku
[OpPOroCcTodAWmMX NpenapaTos.

HeobxoguMa rocypapcTBeHHas
noanep)Ka gns paspaboTKM HOBbIX Op-
$aHHbIX NpenapaTosB B Poccun.

BCEPOCCUNCKUMN COIO3 NALIMEHTOB
®SUHAHCUPOBAJT M OPFAHU3OBAJ.

BCEPOCCUWNCKOE OBLLECTBO
PEOKMX (OP®AHHbIX) 3AEONIEBAHUI
NPUOYMAIIO KOHLEMNLNIO

W YMPABJSNO NMOQrOTOBKOM.

®OTOKOPPECMOHAEHT
«POCCUMNCKOW FA3ETbI»
CEPFEN KYKCWH NOArOTOBUI
®OTOMOPTPETHI.

MEOVWAOBBEOUHEHUE «PEOKOE
AFEHTCTBO» PABOTAJIO

HAQ WOEAMU NPE3EHTALMA
FEPOEB, OPFTAHU3ALVEN
KOHTEHTA U AU3ANHOM.
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PervHa c oTnnumem okoH4mna cbaKyaneT

MeXAYHapoOHbIX OTHOLEHMI, nonana B ge-
CATKY NyYLINX CTYAEHTOB U Nonyyunia pac-
npepeneHne Ha CTaMpoBKy B N3pawunb, roe
nosgHee 1 poamscs ee cbiH JleBa. Yxe yepes
napy mecsues y JleBbl fuarHoctnpoBanu
6onesHb Nomne B MHPaAHTUNBHOM U BbICTPO
nporpeccupytowen popme.

C MbIC/blO O Kapbepe B gunaoMaTtuye-
ckovi chepe NpULLNOCh NonpoLlaTecs. PervHa
BepHynacb B MockBy, rge Ans Hee c Jlesor
Ha4vancs HOBbIM MYTb: NOArofda peaHnMaLum,
yeTblpe rofa Ha annapaTte UCKYCCTBEHHOW
BEHTUNALMM NErKUX C TPaxXeoCTOMUYECKOM
TPY6KOW ONs AblXaHUS, KNCNOPOAHas 3aBu-
CUMMOCTb, rofibl Ha annapaTe HEMHBA3VBHOMN
BEHTUNALNN NErKMNX.

PervHa BCromMuHaeT, YTO caMbIiM TPYAa-
HbIM OKa3asloCb U3MEHUTb CBOE OTHOLLEHMEe
K XM3HU 1 BpeMeHu: «<Korga BalleMy pe6eHKy
CTaBAT TAXENbIA U PedKni guarHos, Bpems
CNOBHO 3aMupaeT. Mnp BOKpYr TepsieT Kpa-
CKW, @ B rO/IOBE OCTaeTCs TONIbKO OfAWH BO-
npoc: “Yto genatb ganswe?’».

Ha cBoeM onbiTe PervHa 3HaeT, Kak TpygHo
No-HacCTOSLEMY MPUHATL AMarHo3 pebeHka:
«[MPUHATb — 3TO HE 3HA4YUT CMUPUTLCS. Mpn-
HATb — 3TO NPU3HaTb GaKT, YTO 60NEe3Hb eCTb
M OHa cnyyunach ¢ TBOMM pebeHkoM. U TBos
YKW3Hb HEe [OMKHa BbITb NOCTaBNEHA Ha Nayay,
Beb OHa NPoJoKaeTCs».
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Korpga JleBa npoxogun nnaHoBble N BHE-
nnaHoBble rocnnTanmMaauum, y PermHel, Koto-
pasi HeOTPbIBHO HaxXoAMMNack PSAOM C CbiIHOM,
BbI710 MHOIO BPEMEHMW M OHa CTapanach npo-
BECTM €ro C Nosnb30M.

— { 6oponacb BMecTe ¢ pebeHKOM, —
BCMOMMHAET OHa. — XOTena 3HaTb BCe O CaMOM
3aboneBaHnm, 0 BO3MOXXHOCTAX MOMOLLM, pe-
abunuTaunm 1 LONONHUTENbHbIX Mepax, YTobbl
noaaep)KaTb ero Xm3Hb. Toraa g yXke noHsna,
4YTO peyb 1 AblXxaHWe byayT cnabbiMm MecTaMu
J1eBbl, 1 pelwnna oby4nTbecs Nnpodeccum Kop-
PEKLMOHHOrO0 negarora v noronegun.

B 6onbHuue, roe JleBa npoxogun ne-
yeHue, K PernHe yacto ctanu obpatllaTbes
Bpayuu U CNyXWUTeNu LepKBU C Npocbbon
nogaepxaTb opyrux pogutenen. Ysum-to
OEeTSM TOSIbKO-TOJ/IbKO MOCTaBUNM TSHKENbIN
OMarHos, u MaMa, OKasaBLUMCb B TPYAHOM CU-
Tyauun, Tepsina no4sy nop Horamu. Kto-to
HEOXXWMAAHHO OKasasics BNepBble B peaHMa-
LMK C pebeHKOM 1 BOOGLLE HE MOHMMaN, Kak
oygneT ganblue.

A penunnack onbITOM Ha CBOEM MNpuUMepe,
CTapanacb 06bSCHUTb, KaK Ba)XHO HE COWTK
C yMa, Korga Tbl 24 yaca B CYyTKM MPUKOBaH
K pebeHKy, a OH MPUKOBaH K annapaTaMm. Pac-
CKasblBasa, KaK 1 cnpaBnsnach C 3TUM CTpec-
COM M YTO NMOMOrano MHe.

PE[OKOE HAC/E[CTBEHHOE
3ABONEBAHMUE, MPU
KOTOPOM B OPFAHU3ME

HE BbIPABATbIBAETCS
BAXHbI ®EPMEHT,

M3-3A YErO B KNIETKAX
HAKAM/IMBAETCS MMIUKOIEH
(CNOXHbIV CAXAP).
HAKOIJIEHWE NOCTEMEHHO
MOBPEXOAET MbILLULLbI

M OPTAHbI, BbI3bIBAS
MPOBMEMbI C ABMXXEHUEM,
TPYAHOCTU ObIXAHUS,
MBILLEYHYIO CTABOCTb,
YBESIMYEHME BHYTPEHHUX
OPFAHOB

MCUXOJOr MPOEKTA
MOAAEPXKM M MOMOLLN
CEMEW C OP®AHHBLIMU
BOSE3HAMM

KAX[bI EHb MOXET CTATb
MCTOYHMKOM PALOCTM

M OTKPBITUI, ECITU HAYYUTBLCS
BWOETb B HEM MAJIEHbKUE
MOBE[bI. AAXE CAMbI CKPOMHbIN
YCMEX - 3TO LWAT BMEPEf,
KOTOPbI 3ACNYXUBAET BALLEIO
BHMMAHUSA U MPU3HAHUS.

TPYOHOCTM YXO[,A 3A TSXKENbIM
PEBEHKOM YACTO MPUBOOST
POOMUTESIEN K SMOLIMOHATIBHOMY
BbIFOPAHMIO. BAYKHO HAYUYUTHCS
MPOCUTb O MOMOLLM Y MOMHUTb,
YTO 3TO HE CJIABOCTb,

A HEOBXOOUMOCTb —

HE CTECHSINTECb OBPALLATbCS
3A MOAJEPXKKOM K POAHBIM,
OPY3bAM UMW OAXKE
HE3HAKOMBIM JTIIOASM.

MPUHAB OANATHO3, Mbl MONYYAEM
BO3MOXXHOCTb U3YYUTH ElO,
Y3HATb O METOJAX JIEHEHUA

U U3BJEYb YPOKU U3 HYXKOIo
OMbITA, YTO MOXET CTATb
CMACEHUEM, OCOBEHHO

MPU PEOKUX 3ABONTIEBAHUAX.

Mpocbb 0 MOMOLLM CTaHOBUNOCH BOsbLLE.
Popgutenu nckanm He NpocTo COYYBCTBUSA —
MM 6blNa Heobxoanma npodeccmoHanbHas
NOMOLLb YenloBeKa, KOTOPbIA HE MOHACbILLKE
3HaeT 0 BCeX TPYAHOCTAX U NepexXmnBaHuaX.
PervHa npuHsana pelueHne npespaTuUTb CBOM
YXWU3HEHHbIN oNbIT B NpodeccnoHanbHoe Ma-
cTtepcTBo. OHa BHOBb OTMpaBuiacb B YHU-
BEPCUTET, HO Ternepb B Ka4ecTBe CTYAEHTKU
ncuxdaka. CerogHsa roToBUTCS 3aLUMLLATb Bbl-
MYCKHYI0 paboTy, NOCBSALEHHYIO TeMe NepPBOM
NCUXONOrMYECKOM MOMOLLM POANTENAM AeTeln
¢ opdaHHbIMK 3a60/1EBaHUSAMU.

— OpHaXabl MHE NMpeanoXunm NpoBecTun
rpynnoBylo NOAOePXMBaIoLLYIO BCTpeYy ans
popuTenen Ha HaumoHansHoM GopyMme Mo Ha-
CNeAcTBEHHbIM MeTabonnyeckmnm 3aboneBa-
HUAM. 18 MeHs1 3TO 6b11 NepBbIA OMbIT PaboThbl
C rpynnoun, — pacckasbiBaeT PervHa. — M3Ha-
YasibHO Ha BCTPeYy 3anmncanncb NaTb YEOBeEK,
W'y MeHs 6bin BblgeNeH Ha Bce yac. Ho BMe-
CTO NSATU YenoBeK Npuwnu 17, rpynna gnvnach
YyeTblpe Yaca, a Mocre BCe XOTeNM 3anmcaTbCs
Ha NIMYHYIO KOHCYNbTaLMIo.

PervHa yuwna cnaTb TOSIbKO B YeTBep-
TOM Yacy yTpa, a B 8 yTpa CHOBa NofHsAnach
M NPOAO/KMNA paboTaTb C POAUTENSMU YrKe
WHAMBUAYanbHO. B pesynbTaTe U3 aTOro co-
6bITUSA POANIICA NPOEKT «[cuxonormyeckas
NOMOLLb», KOTOPbIA Ha4Yan paboTaTb Ha no-
wanke Bcepoccuiickoro obuwectea pefaKmx
(opdaHHbIX) 3aboneBaHMii. Cpoc okasasncs
OYeHb BbICOK!

«KoHeYyHO, oTpuLaTb cBOe beccunue,
3/10CTb, 06MAY N rope — 6eCCMBIC/IEHHO, 3TO
TONbKO YCYryb6nseT BHyTpPeHHee COCTOsHME.
OcHoBHas 3afa4va rpynmnoBbIX BCTpeY — 3TO
MPOXUTb C/IOXHblIe YYBCTBa, C KOTOPbIMU
CTanKMBaeTCs CEMbS, N TEM CaMblM OCBO-
604UTb MecTo AN PpagoCTM U MOUCKa HOBbIX
CMbICI0B, — FOBOPUT PermnHa. — Mbl 06CyX-
OaeM, KaK 3MOLMOHAaNbHO He BbIropeTb, KakK
BaXXHO Hay4uUTbCH MNPOCUTb W NMPUHUMATb
MOMOLLb OT APYrMxX Nofen, Kak NoMoyb cebe
COXpPaHsATb yCcToM4YMBoe cocTosiHne. Kpome
TOro, g obyyato poguTenen HaBblkaM camMo-
MOMOLLM, YTOBbI, CTONKHYBLUMCb CO C/TOXHbIMM
YyBCTBaMW BHE rPynnoBbIX BCTPEY, OHM MO
caMu nogpep)aTb CBOE MCUXONOrnMyeckoe
cocTosiHue. MIHorga gato 3agaHus Ha OoM».,

lpynnoBble BCTPeYM fatoT XOpOoLUni Tepa-
nesBTUYeCcKU apdeKT: popmMupyeTcs aTMoC-
depa poBepus, Befb NaunMeHTbl 3HAKOMSATCS
C CTopUAMU Jpyr Apyra. Y4acTHUKM BCTpeY
OKasblBaloT ApYr Apyry nogaepxky u BHe
rpynnbl: OPraHM30BaHbl cneunasnbHble YaThl,
rae MOXXHO 3aaBaTb BOMPOCHI, MMcaTb O CBO-
VX MepexmBaHusaX, [ennTbcs TPYAHOCTSIMU.

— BO3MOXXHO, MMEHHO B 3TOM U 3aK/o4a-
€TCS UCTUHHbBINA CMbICST, — FOBOPUT PermHa. —
Bepb, korga mMbl moMoraem gpyruMm, Mbl NOMo-
raem u cebe. HeT HMYEro BaXKHee, YeM 3HaTb,
YTO TBOW OMbIT, faXe CaMblii 6ONTE3HEHHbIN,
MOXeT CTaTb UCTOYHMKOM HaZeX bl U CUIbI.

TEKCT: AHA NOJIMEBA
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HOBbIE AHAJI3bI,

PEABWJINTAL,

-

MbILLILIbI, CEPALIE, FMA3A
W PENMPOOYKTUBHOE

300POBbE

B 2025 roay MuH3gpas Poccun
roTOBUT USMEHEHUS B leTCKUe
MeauLuUuHCKmne ocMoTpbl. UMetoTcsa
NU B NepeYyHe uccnepoBaHus

Ha BbiIBfieHUe pegKux
reHeTU4eCcKux 3aboneBaHun?

C 1 ceHTa6ps 2025 roga AoMKeH U3MEHUTbCS
NOPSAOK NPOXOXAEHNS HECOBEPLUEHHONIETHN-
MU MPOOUNAKTUYECKUX MEONLMHCKNX OCMO-
TpoB. KpoMe Toro, NosBUINChE HOBbIE UCCTIe-
[OBaHWs, KOTOPble MOMOTYT PaHbLLUe BbISBNSATH
pefkue reHeTnyeckme 3aboneBaHus.

§ 1 mecqau. lNpepnaraeTcsa NpoBOANTb
aneKTpokapauorpaduio ons BbiSBNEHUSA Ha-
PYLUEHWIA CEPAEYHOrO PUTMa U NPOPUIAKTUKN
CUHOPOMa BHE3arnHom OeTCKOM CMepTu.

: 3 Mecsua. bygeT npoBepsATbCs
aKTMBHOCTb KpeaTUHKMHAa3bl B KPOBU. DTOT
aHanM3 nomMoraeT AMarHoCTUPOBaTb TSHXKESble
HEpPBHO-MbllIeYHble 3a601eBaHns, a TakxKe
MuoaucTpoduio [loweHHa.

¢ 1,5 ropga.lMnaHnpyeTcs CKPUHUHT
Ha HapyLLUEeHNs MCUXNYECKOro Pa3BUTUS.
i10 net. CTaHyT NpoBepsTb YPOBEHb
XONlecTepmHa € MOMOLLbIO 3KCMpecc-TecTa.

Tak)ke OeTaM Ha3HayaT OOMONHUTENbHbIEe
ob6crnefoBaHus cnyxa U 3peHus, YTobbl Uc-
KIIOYUTb BPOXKAEHHbIE MaToNorMm 1 ONyXoru.
BynyT oueHuBaTb B Nny6epTaTHOM nepuopae
penpoayKTUBHOE 3[0POBbE.
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FOCYAAPCTBO CTAHET NPOBOANTD
HOBbIE OWATHOCTUYECKWNE
WCCNEAOBAHWNA, KOTOPLIE MO3BOJNAT
BbIfABJ/IATb MALWEHTOB C PEQKNMW
3ABONNEBAHNAMW. NALUMNEHTAM BYOAET
NMPOLWE WX NOJTYHNTb

NONYYAEM o
HATYPOW, OHJIAWH OBOPMUTE
W 3ABJTIATOBPEMEHHO 3NEKTPOHHBIIA

CEPTUDUKAT?

YT1o HOBOIro B 06ecneyeHuun geTten
C VUHBANIMQHOCTbIO TEXHUYECKUMU
cpeacTBamMu peabunmutaummn?

C 2025 roga nony4uTb TEXHNYECKNE CPeAcTBa

peabunutaummn (TCP) MOXHO TOMbKO ABYMS ST EET

crnoco6amu — B HaTypasnbHOM BUAE U C NMOMO- PORHDIECCCH

LLIbIO 3N1EeKTPOHHOIo cepTudmnKaTa.

Mpuv 3aKa3e n3genvsa B HaTypanbHOM Gop-
Me CPOK Bblayn 6yaeT 3aBUCETb OT HaNM4us MOM
[eiCTBYIOLLEro rocyapCTBEHHOIO KOHTpaK- goOKYMeHTbI
Ta. Ecnu oH 3aknoyeH, o6ecreyeHne sanmeT
15 vunn 7 gHen ansa nannnaTUBHbIX BOMbHbIX.

DONEeKTPOHHLIA cepTUdMKaT No3BonsaeT
npuobpectn TCP B 6onee KOpoTKMe cpo-
Kn. OpopmneHne ceptnudmKaTa cocTaBngeT
10 gHen, a CpoK ero AencTBMS — OOUH rof,.

roc
B 0iHOM 3asIBNEHNN MOXHO yKa3aTb BCE HYX- ycn y r u
Hble BUAbl U3Aenuin. Ha Kaxxabiv BUa 6ygeTt

OTKPbIT OTAENbHbIN 3/TEKTPOHHBIN cepTUdUKaT,

NPUBSA3aHHbIM K KapTe «MUP»,

60..

A0 OKOHYAHUA
CPOKA
SKMNYATALUU

> 3A TAKOW CPOK TEMEPb
MOXXHO MOfATb 3AABNEHUE
0 3AMEHE TEXHUYECKOTO
CPE[ICTBA PEABUITUTALINY;
[10 UCYEPTAHMS
BbIOENEHHOMO OFbEMA
CPE[ICTB

> PAHBLLE TAKOE 3ASIBJIEHUE
MOXHO BbIf10 NMOATb,
TOSbKO KOIAA CPOK
MCMONb30BAHUSA CPEACTB
HA TCP UCTEK, HO TEMEPb
3ASBNEHUE MOXHO MOJATb
HA [IBA MECSILIA PAHBLLE.

APCEHATN
OETEN-UHBANUOOB
MOMNONIHUTCH

BTOPOW KONSACKOM

Kak nsmeHmnucob npasuna
nopnbopa TeXHNYEeCKUX CpeacTB
peabunuTtauumn gna geten

C UHBaANMOHOCTbLIO?

C mapTa 2025 roga 3apaboTtan HOBbIN fO-
KYMeHT MuHTpyga 06 obecneyeHun nogen
C VIHBaNMOHOCTbIO TEXHUYECKMMU CPEeACTBaMM
peabunutauuun. Tenepb TCP 6yayT nopbupats
He TONIbKO MO MegULUNHCKUM, HO 1 MO COoLMm-
anbHbIM MOKa3aHWSM, TO eCTb YYUTbIBalOTCS
BO3pacCT, HanpaBfieHne TPyA0BON AedTeNbHO-
CTW, y4acTue B 06LLECTBEHHOWN XU3HMW.

N MEONUWNHCKUWE

Ha coumanbHble NokasaHus 6yayT o6-

palaTb BHMMaHMe Npu nogbope Kpecna-
KOMIICKM aKTMBHOIO TUMa UK C 3NeKTponpu-
BOA,OM, MPOTE30B KOHEYHOCTEN C LUPPOBLIM
ynpaBfeHneM, py4yHoro BuaeoyBenmynTens
M JpYrux cpefcTs peabunutaumnu.

Hanpumep, kpecna-KonscKu akTUBHOIO
TMNa Tenepb MOXHO PEKOMEHA0BaTb, €CNn
KOMHaTHasl Komnsicka C Py4HbIM MPMBOAOM He
NOAXOAUT ANS NCMONb30BaHUA B KBapTupe
(y3kune gBepu, npoxofsl U T. MN.). A KONACKM
C 9/1eKTPONPMBOAOM Ternepb Ha3HavaloT He
TONbKO MO AMArHoO3y, HO 1 C YYETOM pearsibHbIX
noTtpebHocTen pebeHKa, ToO eCcTb 6yayT 06-
palaTb BHMMaHWe, MOAXOANT NN TEXHNKa MO
BO3pacTy M POCTY, CMOXET NN pebeHoK cam
YNPaBnsiTb KOJMSICKOM, Ha Kakne pacCcTosHUS
OHa byfeT paccyuTaHa.

TEKCT: AHHA NNABYPLIEBA

N3OENNA B POCCUIA
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bPOIHIOPDHI
CHETMAJIBHOTO

HASHAYETA

MOMOIrAKOT CEMbAM NMALWNEHTOB MPONTIA
CAMbBIIN CNOMHBIN YYACTOK NYTW

MEOUATEKA

BEPOLUIOPbI, KOTOPbIE
BbINMYCKAKTCH

Mo arunpon
BCEPOCCUINCKOIO
OBLLECTBA PEOKUX
(OP®AHHbIX)
3ABOJIEBAHUN

(B003), XOPOLLO
3HAIOT HE TOJIbKO
NALVEHTBI, HO

N MELNLNHCKIE
CMELMANCTHI

B CAMbIX PA3HbIX
YFOJIKAX POCCUI.

58  PECYPCbI

EKATEPNHA 3AXAPOBA

MPEOCEQATEJIb 3KCMNEPTHOIO
COBETA BOO3, AOKTOP MEOULIMHCKUX HAYK,
KYPATOP CMELMATbHbIX U3OAHUM

LWar 1. Ctpoum MapLpyT
B TPYAHOM CUTYyaLUM

Hawa rnaBHas uenb - caenaTb nyTe-
BOAUTENb 0N CEMbW, KOTOpas y3Hana
0 QMarHose penKoro reHeTUYecKoro 3a-
60M1eBaHMSA Y HAXOAUTCS B CIOXKHOM TOYKe
CBOEW XWN3HU: TPYAHO AMarHo3 nNpuHATh,
He cpasy MOXHO MOHATb 0COB6EHHOCTM
60Nne3HN N ee PasBUTUS, a HYXHO eLle
HaY4UTbCH XKUTb C HEW, HANTW CUITbl U BO3-
MOXHOCTW, YTO6GbI NIeYnTb. Llenb Kaxagon
Hallen 6poLopbl — CTaTb My TEBOAUTENEM,
Mbl COBMpPaeM N1l CEMbW BCE CaMOe BaXk-
Hoe 1 Hy>kHoe. A ellle Hao o6s3aTenbHO

HaNTN MECTO W NMpaBuIibHbIE CNOBA, YTO6bI
nopaepkaTb NaLMeHTa 1 ero poaHbIX, NMo-
MOYb HanmMcaTb CLLeHapWii AN NOMHOLLEH-
HOM HOBOW YXM3HW.

Lar 2. CobupaeM caMoe To4YHOoe
U coBpeMeHHoe

[MpaKTnyeckun Kaxkgas bpolltopa - aTo
nnop paboTbl HECKOMbKUX OMArHOCTOB,
Bpayel, y4eHbIX. 9TO NO3BoONAseT cobpaTtb
0119 NauyeHTa caMylo TOYHYIO U coBpe-
MeHHYI MHPopMauuto. MIHorga Hawm
MeOuUMHCKME 3KCNepTbl B npouecce
NnoAroTOBKWM TeKCcTa ANs U3[aHUS faxe
ONCKYTUPYIOT, U 9TO YacTb KavecTBa. Ka-
»gas bpoLlopa CTaHOBUTCS HaBUraTopoM
no AMarHocTuKe, fle4eHunto, peabunmnTa-
umm, gaet nHbopMaumio o0 NPOodUbHbLIX
MeOMLUMNHCKUX OpraHn3anmsax.

War 3. NMpo¢deccuoHanbHas
MeaAuMaKoMaHpa

YKe pecaTb NeT Mbl paboTaeM Cc Megu-
arpynnol «Pegkoe AreHTCTBO», KOTOpPOE
cobpano KomMaHay 13 pasHbIX cneuuanmn-
CTOB - MeaMeHe[)KepoB, KYPHaNMCcToB,
OnsalniHepoB, pefnakTopoB. C HUMU Mbl
MOYKeM 6blTb CMOKOWHbI: BCE CTaguu nog-
rOTOBKM M3[aHWUS MPOAYT Ka4eCTBEHHO,
Ha BbICLLEM YypOBHe. 9TO o4YeHb BaX>XHO,
MOTOMY YTO Ka4yeCTBEHHbIN U FPaMOTHO

CTPYKTYPUPOBAHHBIA TEKCT CITYXUT MOHWN-
MaHWIO U MPUHATUIO CEMbe MHPOopPMaL UK.
[n3aiiH genaeTcs He TONbKO AN KPacoThl,
HO YTOObI MHOTME CNIOXKHble BELLW caenaTb
MOHATHLIMK, 3aNoMMHalWMMKUCS. [N ne-
YaTHOro N3[aHNs TaKXKe Heobxoamma 6e3-
yrnpeyHada YNCTOoTa N OTCYTCTBUE OLUMBKUN.
Bpolutopa TONbKO Ka)XeTcs NpocTon, aTa
NpPOoCTOTa AOCTaeTCs KPOMOTANBLIM MNPO-
deccrnoHanmamom.

LWar 4. Wnapranka ana spaya

Bcerpa ctpemmMmcs caenatb 6poLuopy
nonesHow Ans Tex, KTo paboTaeT ¢ naum-
€HTOM. 3TO He TO/IbKO CUMMTOMBI, Ha KO-
TOpble HY>XHO 0bpallaTb BHUMaHWe Bpadyy,
HO 1 Apyras nonesHas MHPopMaLms No
3abonesaHuio. Hanpumep, y41Mm paccumn-
TblBaTb AMETY, AOMOMHAEM TabnyHbIM Ma-
TepuanoMm co cneumansHol MHbopMaLmeit.

LWar 5. BMecTe ¢ nayneHToOM

Bcerga B paboTe Hap 6powtopon
YyYacTBYIOT M NaLUMEHTCKME CcOObLLeCTBa.
OnbITHblE CEMBU y)XE€ CaMW CTaHOBAT-
csl cneumManMcTaMm U MOryT faTb MHOMO
none3HbIX COBETOB, PAaCCKa3blBaloT, Kak
crnpaBnstoTcs ¢ 60Me3HbI0, KaKMX YCNEXoB
006MBaOTCS MO COXPAHEHWIO 340P0BbS,
KaKMX XM3HEHHbIX BEPLWUH OOCTUratoT
CaMM MauMeHTbl, U 3TO XOpoLLas NOAAePXK-
Ka 0151 HOBMYKOB.

TaK 13 ycunui Lenomn KomaHgbl cKkna-
OblBaeTCcsl NyTb A1 CEMbW C MaLUEHTOM,
Ha KOTOPbIN Yy)Xe He CTpaLlHO CTYMNUTb,
W ecTb Hafexpaa, YTo psaoM Bcerga éyayT
T€e, KTO NMOMOXET.

BbILWIN U3 MEYATU

> BOSIE3Hb HUMAHHA - MUKA TUM A / B

> MCADD. JEDULUT CPELHELIENOYEYHOM
LETMOPOrEHA3bI YXMPHbIX KUCIIOT

> HAPYLUEHWS OKUCIIEHUS

ONMHHOLIENOYEYHbIX
XWUPHbIX KUCNOT

> MUTOXOHOPUATbHbBIE
3ABOJIEBAHUA

- BPOXOEHHAA OUCOYHKLMNSA
KOPblI HAQNOYE4YHVKOB

- BOJIE3Hb NOMIME

- BOJIE3Hb NOWE

HOBUHKU

> METUITMAJIOHOBASA
M NPOMMNOHOBAA ALLMOYPUSA
> TNYTAPOBAA ALMAOYPUA TUM 1
> FTANNAKTO3EMUA
> HAPYLLEHNA LMKNA
MOYEBWHbI



NEPBOE OBLLECTBEHHOE U3JAHUE

OB OP®AHHOW OTPACIIU MPU 3KCMEPTHOM
NoaAEPXKE MEOUUNHCKUX TEHETUKOB

N OPTAHU3ATOPOB 3[1PABOOXPAHEHUA

XYPHA BECIMNJTATHO PACIMPOCTPAHAETCA

B MALUMEHTCKNX OPTAHU3ALINAX POCCUWN,
HAYYHbIX N MEOULUMHCKNX OPTAHU3ALUAX
M BY3AX, B ®PEAEPAJIbHbBIX U PETUOHAJIbHbIX
OPrAHAX BJTACTU

KOMAH[A BbIlNMYCKA
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Pa3paboTKa, [13aliH 1 BbIMYCK MO KoY

SKCMepTHbIX, MeANUNHCKNX Medna

CoTpyAHUYECTBO C XKYpPHaloM

M peKsiaMa, BbINyCK ApYyroun
MeauanpoayKuum

MockBa

B. AHgpoHbeBcKas, 17, KoMH. 514/3
8-800-201-06-01

vooz@bk.ru
www.rare-diseases.ru

EXXEFOOHAS KOH®EPEHLIMS
0151 BbIPABOTKM KOMMMEKCHBIX
MPEQJSIOXEHWUI MO PA3BUTUIO
MELVLMHCKOM NMOMOLLM MALIMEHTAM
C OP®AHHBIMU 3ABOSIEBAHUSIMM

NPEOCTABUTENIN OPITAHOB BJT1ACTU,
COOBLLUECTBA, 3KCMEPTbI, BPAYU

OTKPbITAS AUCKYCCUOHHAS OHJTANH-
MAOWAOKA A1 9KCMEPTHOIO
OBCYX[OEHWS BONMPOCOB ANATHOCTUKM
M NEYEHUS PEAKMX (OPPAHHbIX)
3ABOJIEBAHUM

TEPAMEBTbI, MEOAUATPbI, BPAYU
OBLLEM MPAKTUKW U CMELUUANUCTDI
AMBYJTATOPHO-MNONMUNKITMHUAYECKOIO
3BEHA, MALUMEHTHI

BEBMHAPbI, MOCBSILLEHHBIE BOMPOCAM
MEQUKO-COLMASIbHOM NMOMOLLIM.
OBLLEHME C BPAYAMU U CMELMATIUCTAMMU
MC?3, OTBETbI HA BOMPOCbI

CMNEUMATIUCTbI U BPAYU MCD,
OBLLECTBEHHbIE OPTAHU3AL NN,
MAUMEHTBI U UX NPEOCTABUTENA

BEBWHAPbI 0719 NMPELCTABUTEJEN
DEOEPANbBbHbIX N PETMOHATIbHbIX
OPrAHOB BJTIACTU B COEPE OXPAHbI
3[00POBb{l, OPTAHN3ATOPOB
30PABOOXPAHEHUA, MEOULIMHCKUX
CNEUMANTNUCTOB, BUSHEC-COOBLLECTBA,
OBLLECTBEHHbIX OB bEAVUHEHUN

BONEE 500 YYACTHUKOB, BOJIEE
30 CMUKEPOB U HO30/10r 1

SWiXXG BioPharma

Modern Medicines for All

WHHOBaLMOHHbIE METOAbI JIYEHUS
MawuneHTOOpUEHTUPOBAHHDII NOAXON

KomaHpa BbicoKonpodeccrnoHanbHbIX
CcneLuanmcToB

Csukc Buodapma - hapmavieBTMHECKAA KOMMNaHWA, NpeacTaBasaoLwas nopTdenb TpaHCHALNOHaSIbHbIX
Kopnopauuii no Nnpon3BoAcTBy 6muodapmaLeBTUYecKux, 6e3peLenTypHbIX NpenapaToB 1 U3pennn
MEeOMLMHCKOro Ha3Ha4YeHus1, 3aMeHsAA nx chunvanbsl unn otTaesnbHbie 6U3HEC-NOAPa3AeneHNs Ha pbIHKaXx,
rae oHW He BedyT AeNoBYIO akKTUBHOCTb. Hawa npepgaHHas cBoemy gesny KomaHga CreumanucTtoB CTPEMUTCA
ob6ecne4nTb 4OCTYN NauMEHTOB K HEO6XOOMMbBIM UM COBPEMEHHBIM JiIeEKapCTBEHHbLIM NMpenaparam,
KOTOpble NPOU3BOAAT HALLW NapTHEPBI.

Csukc Bnocapma ctpatermyecku QoKycupyeTcsi Ha 4 TepaneBTUHECKIMX 061acTAX, npeasiaras UHHOBA-
LIMOHHbIE METOAbI IEYEHUS PEAKNX, OHKONIOrMYEeCKNX U reMaTonorniyecknx sabonesaHuii, cneumannam-
pPOBaHHON NMOMOLLM U BaKLMHAX.

000 «CBUKC X3JICKEA», MEXXAYHAPOZHAS IPYMMA KOMIMAHWIA CBUKC BUODAPMA
105 064, r. MockBa, 3emnsaHoit Ban, . 9

Ten.: +7 495 229 06 61

InekTpoHHas noyta: russia.info@swixxbiopharma.com
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AstraZeneca



