MblLUEYHAA
ONCTPO®UNA OHOLWLEHHA:
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12 aBrycta 2021
AHHa WlleBanoBa, EkatepnHa HemeHKo,
AHacTtacus UbikapeBa, Annuc bpocam
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Mbiwe4yHaa guctpodusa OowenHa (MONO)

Pepkoe n Heusneunmoe reHeTu4yeckoe 3aboneBsaHune
OwarHocTupyetca B Bo3pacte 3-5 ner
NMpuBoanT K nonHon atpodmun MbliLlL

52 pe6eHka ¢ M B CBepAnoBcKoW o6nactu Bﬁ% fﬁ
Be3 rpamoTHOM C rpamMoTHOM
MponomKUTenbHOCTb XXU3HU peabunurauum peabunutaunen
nauvenTos ¢ MO/ B Poccum ~25 ner ~40 net
0 5 10 15 20 25
Manb4ymKu TepAlT cnocobHOCTb B Bo3pacTte 14—16 net HaunHatoTCA
K CaMOCTOATENIbHOMY NepeaBuXeHnto pecnnupaTtopHble I'IpO6}'I€N\bI n r|p06nefvn3|
8 Bo3pacte 10—12 ner. c cepauem.
0 5 10 15 20 25 30 35 40
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[Mouemy peabunurauma?

MO — peakoe Heusneynumoe
reHeTu4Yeckoe 3aboneBaHue

Peabunutauna npu MOO
MrpaeT KIlo4YeBylo ponb AnAd
noaAaepXXaHUsA Ka4yecTBa XXU3HU
AeTen U nx cememn

Peabunutauus - Hambonee
CroXxHas 3agava.

TpebyeT noBCceaHEeBHOro
BHUMaHUA poauTenen
M Bpadeun

‘BazisHealth
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YTo BKNroYyaeT B cebs peabunutauua npu MOO?

‘BazisHealth

WY A

®U3NYECKUE
YNPAXHEHUA

YNPAXHEHUA
HA AbIXAHUE

Y,

MCUXONOIMYECKAS
BACCEWH nomMotub

5
éL PEABMNN g
TALMUA

PACTAXKHN MATEPUATbI

OPTONEAUYECKUE
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PooutenbCKun nNpoeKkT no oKa3aHMo NOMOLUU
naumeHTam ¢ mmoguctpoduen droweHHa / bekkepa

Co3panu NpoeKkT ceMbn, B KOTOPbIX
ectb getn c MAA B 2017 r

O6yu4atoT, MH(pOPMUPYIOT U
KOHCYNLTUPYIOT poauTenen
naumeHToB ¢ MO

MbiweyHaa puctpodpus
AioweHHa
PooutenbCkui npoekT

3awumwalot npasa u
MHTepechl NaLMeHTOB

MoBbIWarT ypoBeHb
oCBeOMJIEHHOCTM O 3aboneBaHum
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3apaya, kotopyto pewaet HKO

‘BazisHealth

Kak «PoantenbCKnmn npoekKT:
Mmuoguctpodusa [oweHHa»
MOXEeT MOMOYb POAUTENAM
YIyUYLlWNUTb Ka4ecTBO
peadbunutauuu geten ¢ MO07?
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UccnepoBaTtenbCKUu BOnNpoc

Kakue hakTopbl BNUAIOT HAa KA4eCcTBO
peadbunutauuu geten ¢ MO07?

Ha npumepe CBepanoBcKkon obnacTu
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Llenun nccnepgoBaHus

BbISIBUTb MHCTUTYUMOHASbHbIE

N coumnansHble bapbepbl, yxyawatowme
Ka4yecTBO peabunuraunm oeTen

C peakMmMn TsKenbiMmn 3aboneBaHnsIMuU,
a Takke gpavBepbl, KOTOpPble MOryT
cnocobcTBOBaTHL NPEOAONEHUID ITUX
bapbepoB

‘BazisHealth

CdopmupoBaTb NpakTU4yeckmne
pekomeHaaumm ans HKO no
NpeodoneHnto aTux 6apbepos

N UCMNOSIb30BaHUIO OpanBepOB,
OCHOBbIBasiCb Ha JaHHbIX UCCNeaoBaHUS

www. bazisgroup.com



3agaum nccrnenoBaHMUA: Kak byaem gocturatb Lenu

1

N3yunTb CcywecTByOLWMIA
MapLpyT peabunutaumm
aeten c MO0

‘BazisHealth

2

3y4ynTb n conoctaBuTb
aprymMeHTauuio
poauTeneu n Bpa4ven o
cbosix B MmapLupyTe
peabunutaymn

3

BbigsBUTb
noTeHUunanbHbIe KI4YuU
K npeoporneHuto cooeB
B MapLupyTte
peabunuTaymm
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MeToAabl

‘BazisHealth

DESK
RESEARCH

MYBWUHHDbIE
UHTEPBbLIO C
POOUTENAMU

10

MYBWUHHbIE
WHTEPBbIO
C BPAHAMMU

CPABHUTENb-
HbI AHANK3
(POCCUS
W CLUA)
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BbiOopka

e

Poautenu neteun
c anarHo3om MAAO

Poccusa, CeepanoBckas obnactb
CWA, wrat nnuHonc

9 rMyGUHHBIX NHTEPBbLHO

‘BazisHealth

11

EX5%

Bpaun n meanumnHckKue
pPabOTHUKKN, CBA3aHHbIE
C peabunurtauuen

Poccusa, CeepanoBckas obnactb
CWA, wtat nnuHownc

8 rmyGUHHBIX UHTEPBbIO
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TeopeTnyeckasa pamka

[Mparmartnyeckas coumonorma pexmmon BoriedeHHoCT (JTiok bonTaHckn, JlopaH TeBeHO)

- Pexxum 6nnsoctun PeXxum nnaHoBoro gpencreus

JInyHoe ynoo6cTBO, 3Hakomas cpega YcnewHoe aencremne

PeanbHoCTb MpuBbI4HOE (BNN3KOE) OKpPYXKEHME @DyYHKUMOHATIbHBIN MHCTPYMEHTapUiA

Popmat JlokanbHble N NOMOCUHKPa3nyeckue

OGbluHasi ceMaHTVKa AeCTBUS
nHcpopmauun ERVICEETZR

Popmat JInyHocTb, NpuBs3aHHas K CBOEMY JInyHoCTL, NNaHupytoLwas cobCTBEHHbIE
areHTHOCTH OKPY>XEeHUI0 AencTBus
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MapwpyT peabunurtaumm nayumeHToB
c anarHo3om MO/ B CBepponoBckoun obnactu

NEAUATP UIN
HEBPOIJIOI
Nno MECTY

XUTEJNIbCTBA

Bazis

MEOUKO-
FrEHETUYECKUA
LUEHTP

13

WHOUBUOYAJIbHbIE
NPOrPAMMBI
PEABUWINTALUN
MWHBANNOOB

BOHYM —
rOCYOAPCTBEHHbIN
PEABUNUTALMOHHbLIN
LLEHTP

MOCKOBCKUE
PEABUITUTALMOHHDIE
LLEHTPbI

MINATHbIE
PEABUINTALUUOHHbIE
LEHTPbI

PEABUIIMTALUIMOHHASA

_ CNYXBA

www. bazisgroup.com



NMopsapok aprymeHTaumm Bpaden

Cbown B mapuwpyTe peabunuraumm HOCAT opraHM3alMOHHbIN XapakTep

«51 onupanack Ha CBOM NPEXHWUA ONbIT. A He YMTana HUKakux pekoMeHgaumm
umMeHHo no MM, noaToMy He MOry ckasaTb, CYLLECTBYIOT 1IN OHU» 7

«lMpobnema cylecTByeT He TONbKO OTHOCUTENBHO MuonaTum [oweHHa — OHa KacaeTcs BCeX
CMNOXHbIX W PeOKMX reHeTU4Yecknx 3aboneBaHun. ATo HU3KMIN YPOBEHb NOATOTOBIEHHOCTU U
00pa30BaHHOCTM KaapoB — He TOMbKO Bpadel, HO 1 MHCTpykTopoB JIOK, meacecTep no
peabunutaumun. N'eHeTUKM OTCYTCTBYIOT kak TakoBble. OTCYTCTBYET KOMaHaa»
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Mopsaok aprymeHTauum Bpaven

((PHSpOSHeHHOCTb KaapoB.. Bpatm, KOTOpPbl€ B 3TOM YTO-TO NOHNMAKOT, KOTOPbIE obnagatoT aTUMK
Kpynuuamm 3HaHWN, CMOAT B pa3HbIX MegLueHTpax, YaCTHbIX KIMTMHUKaXx, B CBOUX KabuHeTax» ;

«Ecnu OOKTOP XOYET pa3BMBaTbCA, OH 3TO AerlaeT. K coxxaneHuto, Bcé
Nno-npexHemy 3aBUCUT OT YeJyioBe4eCKoro (baKTopa. L

«BbygeT nn Bpay B rocygapCTBEHHON MOMMKIIMHUKE CNyLIATb Ybe-TO MHeHe? He dakT. KTo-To moxeT
n 6ygeT, ecnu HageTcs KTO-TO, KTO O TakOM paccKkaXeT. A KTO-TO YBEPEH, YTO CaM BCE 3HaeT»

7

«TyT 3aBUCUT OT TOrO HE HACKOSbKO JAEM UMK HET, TYT 3aBUCUT OT TOro ByayT NN poanTENM BbINOMHATL UMK HET...
Ecnv pooutenb He XO4eT 3TMM 3aHMMaTbCS, HAKTO ero 3acTaBnsATb He OydeT cneunansHo. B atom Bonpoc. A He mory
topUONYECKN ero NpuBsai3aTh U 3aCTaBUTb JOMa BbIMONHATL Kakune-To npoueaypbl. Ecnv oH cnpawmveaeT, Mol
ob6bsicHAeM. Ecnu He cnpaluvBaeT, Mbl He BrpaBe, Mbl HE MOXEM, Y HAC HET HOPUANYECKUX HUKAKUX KOHKPETHbIX,
4TOObI HABsA3aTb POAMTENIO KaKy-TO peabunmTauunio B 4OMaLUHMX YCIOBUSIX.»

\
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Mopsaok aprymeHTauum pogurtenemn

C6ou B MapLUpyTe peabunmtaumm oObACHATCA poanuTensaMmn Yepes AoCTyn K MHdopmaLmu.
Poantenn roBopsiT 06 OTCYTCTBUM aBTOPUTETHOIO UCTOYHMKA PEKOMEHAALNI

~

«MHdopmauumn ovyeHb MHOro, BO3MOXHO, Aaxe n30bITOK. A XOTenock Obl C KEM-TO MOrOBOPUTL, YTODObLI y3HaTb, Kak
NPUMEHNUTb €€ K CBOEMY PEOEHKY: XOPOLLIO, YTO MHCpOpMaLMK MHOIO, HO 3TO B OCHOBHOM TEOpPUSI, Y MOTOM, Y Hac
HEeMHOro apyrve peanuu. Hanpumep, HeT onpeaenéHHbiX NpenapaToB; HET Bpaya, KOMNETEHTHOro B onpeaenéHHOM
BOMpoOCe, U B 3TOM MNJlaHe XoTenochb Obl 00waTbes 6onblue Kak ¢ poAUTENSAMU, Tak U C Bpadyamm»

7

[Mo3aToMy Kakom CMbICI OT 3TOro obcneaoBaHus...»

! «...Y MeHs 6onbLUON BOMPOC HAacYET koMneTeHunn Bpaden. OHM He 0By4eHbI.

«A poeepsna atomy Bpady Ha 100%. 3atem Ha Hac Bbiwna A. [PoouTtenbCkuin NPOEKT]; TOYHO HE MOMHIO, KakK; HaBEPHOE, Ha CEMUHape
npv nannMatueHom cniyxkde. OHa 3anucana Hac B rpynny Ha WhatsApp. OHa Ham coobLumna, YTO BHYTPUMbILLEYHbIE YKOIbl HE
PEKOMEHIYIOTCS, SNEKTPOCTUMYMALUST TOXKE HE HyXHa... 1 BnepBble NOCTaBuna nog COMHEHME peKkoMeHAaLMN [nevallero Bpaval»

«Mbl cTanu uckatb ans cebs HeTpaaULUMOHHYIO MeaUUMHY, MOCKONbKY Y MeHs!
W < CMOXMIOCh YoexaeHune, YTo TpaamUMoHHasa MeauumHa NpocTo yrpobuna pebéHkax»
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Mopsaok aprymeHTauum pogurtenemn

«Ham He xBaTaeT Takoro obLeHns, 4Tobbl Mbl MOCTOSIHHO YyBCTBOBAUN Yblo-TO 3ab0Ty; UTOOLI HE AymMaThk: O, @ HaAo BOT K 3TOMY
Bpauy, on, 1 eLwé K aTomy... HyxHO, YTOObI BbIin JOKTOP, KOTOPLIN, CKaXXeM, CMOTPES HAac B TpM Mecsla 1 AaBan pekoMeHaaummy»

@ «[Moka [o6waemcs Tonbko] ¢ A. C ApyriuMy poaUTENSMI Mbl NEPENMUCHIBAEMCS, HO NTIMYHbIX KOHTAKTOB He umeeM. Moka
W ceMbsiMU He apyxuM. Tem He MeHee, o6LLaeMcsl, BCTpeyaeMcsl Ha npasgHukax, Halim ety Toxe obLiaTcs»

«MbI NpoCTO rynsiem nNo 4OPOXKe 4O COCEAHEro MMKpopanoHa... B aTom MukpopamnoHe xunByT
Honee monoable NPorpeccrBHbIE MIOAW, OHU HE NANATCA Ha YernoBeka B MHBANMAHON KOMACKEeY.

cemb4... N a NPOCTO yLWen n3 ceMbu: coGpan BeLUn 1 nepeexarn K poantendam.»
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BbisiBNeHHble Oapbepbl

MHCTUTYLUUOHANBbHbIU KOMMYHUKALMOHHbIN BAPbLEP
BAPbEP BAPbLEP MOEHTUYHOCTU
OTCyTCTBME MHCTUTYLIMOHATbHbIX MeanuunHckoe coobLLecTBO CeMbW He naeHTUULMPYLOT
pblYaroB BrUSIHWUSA B rOCYyAapCTBEHHbIX CTPEMUTCS NOoAAEPXKMBaATb aBTOPUTET cebsa ¢ 3aboneBaHueM, n3deraoT
MEANLIMHCKUX YYpexaeHnsix MEOULIMHCKOrO 9KCMEePTHOrO 3HaHWS, FOBOPUTb O HEM, YTO AenaeT
He roToBO BKIHOYaTb poauTenein poanTenbCKoe coobLEecTBO
B KPYr 3KCMepToB cnabee
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BbisiBNneHHble apanBepbl

JInyHaga 3anHTEpPECOBAHHOCTL

MEOULMHCKUE
CNEUMAIUCTDI

Y POOUTEJIbCKOE
oguTeneun B peLueHnn npobnemsl
PoA P P COOBLECTBO

Bonblion o6bem nHopmauum no
peabunutaumm, OpraHM3aunoHHbIN ONbIT,
HaKOMNJIEHHbIA POANTENBCKUM COOBLLECTBOM

Bazis 19

MoHMMaHne MeaguLUHCKNX
cneumanucToB, YTO POAUTENBCKOE
coobLecTBO Bnageet 6onbLUnM
o6beMOM 3HaHMM 0 3aboneBaHnn

www. bazisgroup.com



PeweHus gpna HKO

MHCTUTYLUMOHANBbHBLIN
BAPbEP

KOMMYHUKALIMOHHbLIA
BAPbLEP

BAPbEP
MAEHTUYHOCTM

‘BazisHealth

NMPEANOXUTb HOBYIO
®OPMY

AN MEAULMHCKOrO 3KCNEPTHOro 3HaHMs Ha 6a3e poanTenbCKOro
coobuectBa (KOMNpoOMUCCHas dhopmMa opraHusaumm Mexay
MEOVLMHCKMM U pOAUTENBbCKNM coobLyecTBamm)

COOPMUPOBATDb ABTOPUTET

POANTENBLCKOro coodLLEeCTBa Kak MOSTHOLIEHHOIO y4acTHUKa
guanora ¢ MegULMHCKUM COODLLIECTBOM

CO®OPMUPOBATb NO3UTUBHLIA NYBNIUYHBIA UMUK

obpasa XX13HN NauMeHTOB C PeaKUMN TSXKENbIMU
3aboneBaHnUaAMU N UX ceMen
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OanbHenwune waru

YCTaHOBMIEHME KOHTAKTOB C NOAMbHbIMU NpeacTaBUTENsIMmM MeanLMHCKOro coodLectea

YyacTtue B MeAMLMHCKUX KOHEepPEeHUUsIX, NpoBeaeHmne cobCTBEHHbIX KOHdepeHumnn no tTeme MO
HanucaHue nybnukaunn no teme MO

[MpoaBuxeHme B col. CETSX - Nybnukauma nocToB 0 noBcegHEBHOM Xn3Hn geten ¢ MO n nx cemen

Monynapusauusa B CMWU coumnanbHbIX goctumxkeHun geten ¢ M4
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Kak cBA3aTbCA C HAMU

AHHA LWLEBAJIOBA
shevalova_an@bazisgroup.com

+7 908 633 2927

‘BazisHealth

EKATEPUHA HEMEHKO

nemenko_ep@bazisgroup.com

+7 950 652 4859

®_o J?O\r* S,
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MN ESOMAR
ASSOCIATION FOR
CONSUMER RESEARCH

MEMBER

RUSSIA

R. Luxemburg, 22-909
Ekaterinburg, 620075
+7.343.272.4314

USA

4320 Winfield rd., #200
Warrenville IL 60555
+1.630.818.7144
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