Pe3yabTaThl COMOJIOTHYECKOT0 MCCJICIOBAHUS KAaYeCTBA JKU3HH JeTeil-
NMANUEHTOB ¢ HAHONATHYECKOH TPOMOOIUTONIEHNYECKOM MypILypoii B

Poccuiickoit ®enepanuu

B mae-cenTsope 2023 r. Bceepoccuiickum obmectBom remodunnu (BOT)

(https://www.hemophilia.ru) BmepBbsle NPOBEAEH OMPOC POAUTENCH (3aKOHHBIX

npeacraBureneit) nereit or 0 mo 18 ner ¢ auarHozom «UAMOMATUYECKas

TpomMmbouuToneHnyeckasa nypnypa» (UTI).

[lenbro uccienoBaHus SBISJIOCH M3YYEHHE KadyecTBa KW3HU MAIlUEHTOB
nerckoro Bozpacta ¢ UTII. [Jimg nocTuxeHnst HOCTABICHHOM LIEJH PEIIAIUCH 3aa4n
10 OTNIPECTICHUIO:

— HanboJiee OCTPHIX U BOJHYIONIUX MAIMEHTOB U UX POAUTENEH mpoleM,

— OECIOKOSIINX CUMIITOMOB U ITPU3HAKOB 3a00JICBaHU,

— OLICHKH POJIUTEIISIMUA COCTOSTHUS 3/I0POBbS JETEH,

— IICMXOJOTMYECKOT0 COCTOSIHUS IaIlMCHTOB,

— IOCTYIHOCTH M KaueCTBa MEIUIIMHCKON MTOMOIIIH,

— YAOBJIETBOPEHHOCTH JICKAPCTBEHHBIM 00€CTICUCHUEM.

B onpoce mpunsim yuactue 58 poaureneit, 55% u3 KOTOPBIX UMEIOT CHIHOBEH

¢ quarao3om UTII, a 45% — nouepeii.

Mon pebéHka

WEHCKNiA
44.8%

MYKCKOW
55,2%

Bonbiie nonoBuHbI neteit — 55% — Ha 1aTy 3aM0IHEHUS POAUTENSIMU aHKEThI

obun B Bo3pacte 7-14 net, 31% — 0-6 net u 14% — 15-18 ner.


https://www.hemophilia.ru/

BospacT pe6éHka Ha MOMEHT 3anOfIHEHWUA AHKEThI

0-6 net
31,0%

7-14 net
55,2%

15-18 net
13,8%

[To manHBIM Ompoca, CpeIHHUI BO3pacT MOCTAaHOBKM JIMAarHo3a y jaeTed — 9,5
net (nuamnason 0-16 ner).

bonbiias 4yacTh ONPOIIEHHBIX POAMTENECH YXKE HECKOJbKO JIET 3HAET O
Hammuun y ux peoéaka UTI — mouru 47%. 26% 3HaKOMBI ¢ TMarHo30M Ooiee S JeT.
22% MOHO CUMTATh HOBUUKAMH — IMAarHO3 NocTaBiieH MeHee | roga Hazan. Camas
MaJIOYHCIIEHHAs TPYIa — T€, YbUM JETAM OB MOCTaBiIeH AuarHo3 Oonee 10 et

Hazaxg — 5%.

Kak paBHO pebéHKy noctaBneH guarHo3 UTM?

Bonee 10 net Hazan
5.2%

bonee 5 net Hasag
25,9%

Bonee roga Hasag L
46,6%

MeHee roga Hasag
22.4%

bonee monoBuHbl Aeteit — 62% — uMeroT MHBAIMAHOCTH. CpOK NEHCTBHS
0(pOopMIIEHHON MHBATMIHOCTH B 84% cilydaeB HE MPEBBINIAET HECKOJIbKHUX JIET.

Yarie ycraHaBIMBAETCsl CPOK B OJUH roj1 — 46%.



YctaHoBneHa nu peb6éHKy MHBanMaHoOCTb?

Het
37,9%

Ha
62,1%

Ha Kakou CpoK ycTaHOBNeHa UHBAaNWOHOCTb?

Ha Heckonbko net
37,8%

Ha oauH rog
45,9%

[o 18 net
16,2%

AOGCom0THOE OOJIBIITMHCTBO MAIMEHTOB — 95% — HE UMEIOT POJICTBEHHUKOB C
WTII. UTII — 3aboneBaHue HE TEHETUICCKOE, OJHAKO COBPEMEHHAsT MEIUIIMHA HE

HCKIIFOYAET HAJIMYUS T€HETHYECKOM npeapacnoioxkeHHocTy Kk UTII.



Ectb nu B cembe poacteBeHHuku ¢ UTM?

Oa
5,2%

Her
94,8%

['eorpadus ompoca oxparuia nmaueHToB ¢ UTII B 6 denepanbHbix oKpyrax
Poccutickoit ®eneparuu, omHako Ooisbmas dacth — 60% — mpokuBaroT Ha
tepputopusix I[IpuBommkckoro, lLlenTpanbHoro u Ypambckoro ¢eaepanbHbIX
okpyroB. Ilpu stom crtout ormeruth, uro WMTII He mmeer reorpaduueckux

0COOEHHOCTEM.

B kakom chepepansHoOM okpyre Poccumn Bel npoxuBaeTe?

CHBUpcKuiA
10,3%

HOMHbIA
10,3%

Ypanbckui
17,2%

LieHTpaneHbIf
22,4%

CeBepo-3anagHselil
10,3%

MpuBOMKCKUIA
29,3%

[Toutn 65,5% npokuBarOT B Topoaax 00JACTHOTO U PaliOHHOTO 3HAYCHUSI.



B HacenéHHOM nyHKTe Kakoro Tuna Bel npoxueaete?

Cenbckoe nocenexue
121%

Mocenok ropofckro Tuna
6,9%

lopon obnacTHoro 3HaueHus
41,4%

lopoa cdhegepantHoro 3HaveHus (Mocksa. ..
15,5%

opoa paiioHHoro 3HaveHus
241%

UyTb MeHbIIIE OJTOBUHBI PECIIOHIEHTOB (48%) 3asBIISIOT O HAIMYWU Y JETEH
po0JIeM MPHU BBITIOJIHEHUH MTPOCTHIX IMMOBCEIHEBHBIX JIET MM HEBO3MOXKHOCTH X

OCYIIIECTBJICHUS.

NMoBcegHeBHaA aKTUBHOCTb pebéHka

27 (46,6%)

Y peb&HKa ecTb HEKOTOpbIe NPOBNEMbI C BLINOMTHEHUEM NOBCEOHEBHbIX Aen
@ Y peBéHka HeT NpoGnem ¢ BLINONHEHWeM NOBCEAHEBHLIX Aen (y4eba, AoNonHUTENEHbIE 3aHATUSA, NpoBeaeHNe Aocyra)
@ PeBEHOK He MOXET BLIMOMHATL NOBCEAHEBHbIE Aena

Posuo nonouna nereir ¢ UTII (50%) 4yyBCTBYIOT HE3HAUUTEIBHBIC HIIH

BBIPQKEHHbBIE TPEBOTY U JICTIPECCHUIO, CBSI3AHHBIE C COCTOSTHUEM 3/I0POBbSI.



TpeBora unu aAenpeccus, CBsA3aHHas CO 3[0POBbEM

22 (37,9%)

@ Y pebéHia HeT HUKaKMX NPU3HAKDB TReBOrM NNk Aenpeccun B ceaan c UM @ Y pebéHka ecTb BoipaxeHHan TpeBora Nu aenpeccus B casan ¢ MTMN
Y pebéHka ecTb B AaHHbI MOMeHT HeBorblas Tpesora unn genpeccus

B mponecce ompoca poauTensM NpEeASIOKWIM ONpeAeNuTh Haubosee
TSDKEBIC NI UX JIeTel CUMIITOMBI 3a0o0sieBanus. Huke mpuBeieHbI OTyYeHHBIC
JTaHHBIE B TIOPSI/IKE YOBIBAHUS YaCTOTHOCTH.

1. CuHAKM ¥ KpOBOMOATEKH, BO3HHUKAIOIIME CIHOHTaHHO, — 84%
onpormieHHbIX. 3 Hux 36% — cuibHO Oecriokout, 48% — OecrmokouT Bpemsi OT
BPEMEHHU.

2. [Terexun — 83% ompomeHasix. M3 Hux 34% — CUIBHO OECIIOKOMT,
48% — GecrioKOUT BpeMsi OT BpPEeMEHH.

3. VYcranocte, TOBBINIEHHAs YTOMIISIEMOCTh, Jnenpeccuss — 81%
onpormieHHbIXx. M3 Hux 31% — cunbHo Oecrokout, 50% — OecrmokouT Bpems OT
BpPEMEHU.

4, becnokoiicTBO MK TpeBora 1mo MoBoy ypoBHs TpoMOo1uToB — 60%
onpomieHHbIX. 3 Hux 14% — cunbHO Oecriokout, 46% — OecrmokouT Bpemsi OT
BPEMEHU.

S5, Hocosbie kpoBoTeuenus — 43% onpouenHsix. U3 aux 17% — cunpHo
oecnokout, 26% — GECITOKOUT BpeMsi OT BPEMEHHU.

6. Puck mpody3HbIX KpoBOTeueHHil mpu omeparusax — 31%
onpoureHHbix. M3 Hux 17% — cunpHo Oecrnokout, 14% — GecriokoUT Bpems OT

BPEMEHH.



7. KpoBoTouuBocth nécen — 28% omnpomenubix. M3 uux 12% — cunbHO
oecrokout, 16% — 6€CriOKOUT BpeMsi OT BpEMEHH.

8. KpoBb B moue/cryne — 19% omnpomennsix. M3 Hux 9% — cumpHO
oecrokout, 10% — 6eCriOKOUT BpeMsi OT BpEMEHH.

OTnenpbHO CTOUT BBIACIUTh 9 <(OKCHCKHI» CHMIOTOM — TSKEIBIC
MEHCTpyaJlbHbl€ KpPOBOTE€UYEHHS Yy JI€BYWIEK-MOAPOCTKOB. Tpetb (34%)
OTBETHUBIIMX MAIMEHTOK yKa3aju, YTO JAHHBIA CUMIITOM UX CUJIBHO OECIIOKOUT —
19%, 6eciokout Bpems ot Bpemenu — 15%.

[TooBuHa omnporieHHbIX poautencii (50%) ykas3pIBalOT Ha YIydIICHHE
COCTOSIHUSI 3/I0POBbsSI peOEHKA Ha MOMEHT OIpoca, OJHaKo 26% — He 3amMeTHIu

U3MEHEHUU.

CocTosiHMe 300pOBbA peb6&HKa CerogqHA NO CPaBHEHUKO C TEM, KAKMM OHO ObINIO HA MOMEHT
NOCTaHOBKKM AMarHo3sa

15 (25,9%)

® Ynyswunocs @ Yxyawwnock He uamennnocs @ 3a&TpyaHAKCh OTBETUTL

PomuTensiM nmpeiokKeHo OIEHUTh TEKYIee COCTOSTHUE 370POBhS UX JETeH
B Oamrax ot 0 mo 10, rme 0 — muaMManbHOE (TI0XO0€), a 10 — MakcuManabHOE
(otnuuHoe). BwisiBneHHas cpemHss oreHKa cocTaBmia 5.9 OaminoB (quamna3oH
otBeToB 0-10 6amoB).

UyTh HWKE OKa3aJlach CPEIHSS OIICHKA COCTOSTHUS 3J0POBbS MAIUCHTOB B
IIeJIOM B T€UCHHE TocIeIHero rojaa — 5.4 (muanazon orBeToB 0-10 Gamion).

[Ipu 5TOM Ha MOMEHT IOCTAaHOBKH JHMAarHo3a CPEIHsS OICHKA COCTOSHHS
3I0POBBSI OKa3ajlach HUXKE — 3, YTO TOBOPUT O HEKOTOPOM €ro YJIydIICHUH Ha

TeKylUui MOMEHT (auana3zoH oTBeToB 0-9 6amnos).



Ha ceromusmHuii geHb TOYHAd IpuyMHAa BO3HUKHOBeHUs UWTII
MEJMIIMHCKOW HayKe HEM3BECTHA, OJHAKO OOJIbIIas 4acTh pecrnoHaeHTOB (67%)
YBEPEHBI, YTO MPUUYUHA KPOETCS B MEPEHECEHHBIX BUPYCHBIX 3a00JICBAHUSIX WA
BakiUHAIMU. CTOUT OTMETHUTH, YTO JIaHHBIE (PAKTOPHI YUUTHIBAIOTCS BpadaMu-

reMaTojoramMu Ipu cOope aHaMHe3a 3a00JIeBaHUS .

Kak Bam kaxeTtcs, YTO MOrno cratb npuunHon passutua UTM y peb6éxka?

14 (24,1%)

@ MepeHecénubie OP3 (BupycHbie n GakTepuantHble nHdbekunr) @ npobul MawTy, [ ecT b OTBETUTL
@ Mpném nekapcTeeHHLIX NpenapaTos (HMB, NPoTUBOBMPYCHBIX, GHTUBMOTHKOB)

HU3BectHo, uyto MTII — jgumarHo3 HCKIIOUEHHS, HET OJHO3HAYHBIX
JUAarHOCTHYECKUX MapKepoB 3abosieBaHus, ojgHako 60% mamueHTamM CMOTu
YCTaHOBUTH JIMArHO3 cpa3zy IMOCJE€ CAayd aHajdu30B M MOCECIICHUS Bpaya-

réMaroJiora.

CKONMbKO BPEMEHU NPOoLUo nocne NoABNeHUA y peb&éHKa nepBbIX CUMNTOMOB 6onesHu n
obpaweHuna K BpayamM 4o NOCTaHOBKK guarHosa UTIM?

35 (60,3%)

@ Bonee 6 mecsiues @ Bonee 1roga AwarHoa Gbin nocTasneH cpasy nocne c4a4y BCex aHanw3os v BuanTa k epadam @ Bonee 1 mecsaua



Kmuanueckn UTII MNpOABIACTCA TrEMOPPArniCcCKUM CHHAPOMOM paanquﬁ
JOKaJIM3alluM M CTCIICHU TAXKCCTHU. IIo JaHHBIM OIIpOCa, 4Yalmc BCCTO ACTHU

BCTPEYAIOTCS CO CIEAYIOIIUMHU BUAAMU KPOBOTECUEHHM:

1. [TosiBneHne Ha KOXK€ MEJIKOTOUEYHOW ChINU (Myprnypa, MEeTeXuu) —
84,5%.

2 CHHSKY ¥ KPOBOIIOATEKH, BOZHUKAOIINE CITOHTaHHO — 79%.

3 Hocossie kpoBoTeuenust — 40%.

4, JlnutenbHble U OOUIbHBIE MEHCTpyauun — 23% AeByIIEK.

5 JlecHeBple KpoBOTEeueHUS — 22%.

Penkumu MOXHO cuuTaTh KpoBb B Moue/cTyie — 9%, KeayIo4HO-
KHIIIEYHBIE KPpOBOTEeUEHUS — 2% 1 moveuHble KpoBoTeueHus — 2%.

C KpOBOM3IUSHUAMHM B LEHTPAIbHYIO HEPBHYIO CHUCTEMY CTOJKHYJIHCH
poautenu 1 pe6énka c UTII.

Ommer w3  xapakrepHbix  npuszHakoB  WTII -  wu3onmmpoBaHHas
TPOMOOLIUTONIEHUS — COCTOSIHUE, TPH KOTOPOM KOJIMYECTBO TPOMOOILIMUTOB B KPOBU
nmagaer Hwxke 100,0 X 10°/n. Kak mnokaszan ompoc, cpeiHee KOJNHMYECTBO
TpoMOOIMTOB Y Aetelt — 97 (nquanazon 2-450).

Puck pa3BuTHS KpPOBOTEUEHUM OLICHUBAETCS BpayaMd IO KOJUYECTBY
TPOMOOLIMTOB B aHAJIM3€ KPOoBH narueHTa. O1HaKo caM ypoBEHb TPOMOOILIUTOB, IIPH
KOTOPOM HAUYMHAIOT MPOSBIATHCS CUMITOMBI 3a00JI€BaHMsI, y MALMEHTOB Pa3HBIH.
[Io manHBIM Ompoca, Jaie nposisiieHue npusHakoB MTII ormewaeTrcs npu ypoBHe
30 u 50 TpoMOOLINTOB B KPOBH, CpeHM ypoBeHb — 44 (nuanazon 3-200).

bonee nonoBunsl nereid ¢ UTII (59%) umerot amnepruto. U3 Hux y 55% —
nuiieBas ayuieprus, y 26% — Ha ®KUBOTHBIX W/WIIM YKYChl HACEKOMBIX, Y 21% — Ha
onpenenéHublie jgekapctsa, y 21% — na conmnue/xonon, y 15,5% — Ha mbuibiy
pactenuit, y 9% — Ha ObITOBYIO IIbLIb. TakuM 00pa3oM, y nalnueHTa-auiepruka ¢

NTII MmoxkeT BOZHUKATH peaKkvsl Ha pa3HbIE aJJIEPTEHBI.



Ectb nu y pebéHka kakaa-nmbo anneprua?

Het
41,4%

Oa

58,6%

Cpenun HaumboJee 4YacTO BCTPEYAIOLIUMXCS MNEPEHECEHHBIX JETCKHUX
UH(DEKIMOHHBIX Oosie3Hel poauTenu ykassiBain OPBU (97%), Covid-19 (48%),
BeTpsAHKY (48%), rpunm (40%) u anruny (34,5%).

Omnpoc mokasaj, 4To OOJBIIMHCTBO ManueHToB (88%) neTckoro Bo3pacrta
koMopOuaHbl, T.e. momumo WTII y HUX HUMEIOTCA ApPYyrue COMyTCTBYIOIIUE
3aboneBanus. Tak, Ha MOMeHT omnipoca y 41% neteit umerorcs 3abonesanus JIOP-
opranoB u y 28% — 3aboneBanus opraHoB nwuieBapenus. [lo 21% -
opTaTbMOJIOTHYECKHE HW  HEBPOJIOTHYECKHE  3a00JieBaHUA, 19% -
opronennueckue. Het comyrcTBytomux 3aboneBanuii y 12% nerei.

Ha ceronnsiuinumii neds n3BecTHbl cxeMsbl JgedeHust U TIT — tepanus 1-i1, 2-i u
3-i IWMHUM, OJHAKO peaklus OpraHu3Ma Ha TOT WIM HWHOW Tmpemapar
uHauBMayanbHas. Tak, 72% mnanueHTaM Ha3Hadyalach CTaHAApTHAas Tepamnus
MPETHU30JI0HOM, U3 HUX y 57% ObUT MONOKHUTENBHBIN OTBET HA Tepanwuio, y 43% —
orBeta He ObuT0. C Takoil k€ YaCTOTOW JETSIM Ha3HA4YalOTCs MMMYHOTJIOOYJIUHBI
(71%), Tepamus KOTOpPHIMH JgaeT 66% TOMOXUTENbHBIX OTBETOB U 34%
OTpUIIATENILHBIX OTBETOB. MHasg cxema JeueHuss — JApyrue KOPTHKOCTEPOWIBI
(65,5%), u3 Hux B 66% ciryuyaeB ObLT OTBET Ha Tepamnuio, B 34% — He ObLIO OTBETA.
["opazno pexe Ha3HAYAIUCH CIEAYIOIIMe Tpenapathl: ntpomoonar (29%) — u3 Hux
y 94% Obu1 OTBET Ha Tepamnuto, y 6% — He ObUTO 0TBeTa; poMHILIOCTUM (21%) — U3

HuX y 83% Obl1 OTBET Ha Tepanuto, y 17% — He Obu1o oTBeTa. M, HaKoHell, TOIbKO



OJIHOMY TMaIlMeHTy OblIa Ha3HAu€Ha Tepamnus pPUTyKcuMaboMm, W Ha Heé ObLI
HOJIOKUTENBbHBIN OTBET.

B wnacrosimee Bpemsi 41% manueHTOB MOMy4yaroT OECIUIATHO B KadecTBE
TEparuy COBPEMEHHBIE JOPOrOCTOSIINE TPEnapaThl SATPOMOOIIAT U POMUILUIOCTHM.
JlaHHBIE TIpenapaTel CTaau TOCTYIHBI manuentaM nocne noixydenus MTII craryca
ophanHOTO 3200JI€BaHMUSI.

AGcomoTHoe 6o0sbmMHCTBO — 90% — co0II0IaI0T Ha3HAYEHHBIM BpavyoM

PEXKUM TEPAMHH.

Coobniogaete nv Bbl Ha3HaYeHHbIM PEOEHKY peXxum Tepanun?

Het
10,3%

Oa
89,7%

OnHako HECMOTPS Ha Tepanuro, 36% OICHUBAIOT TEKYIIEe COCTOSTHUE JeTeH
KaK 000CTpeHHE.

24% omnpoIIeHHBIX YKa3bIBAIOT HA PEMHUCCUIO, MUHUMAJIbHAS JUTUTCIIBHOCTD
KOTOPO COCTaBIISIET MEHEe rojia, MakcuMaiibHast — 7 jiet. CpeqHsis IIMTeITbHOCTD

PEMHCCUU CPEAU OTPOLIEHHBIX — MOJTO/A.



Kak Bbl oueHnBaeTe coctosiHue pe6éHka Ha AaHHbIA MOMEHT?

14 (24,1%)

@ 3atpyausiocs oteeTiTe @ OBocTperne Pemvcens

[Ipu HeaphEeKTUBHOCTH KOHCEpBATHBHBIX MeTon0B Jjeuenus WTII
NalMEeHTaM PEKOMEHI0BAHO BBINIOJIHEHUE CIUIEHIKTOMUU (ONEpaLus M0 y1aJeHUIO
cene3énku). OgHaKo, IO JaHHBIM OIIPOCa, HU OTHOMY PeOEHKY He OBLJIO TPOBEICHO
JAHHOE XUPYPru4ecKOe BMENIATEIbCTBO.

Y abComOTHOrO OOJIBIIMHCTBA ONMPONICHHBIX (86%) MMenu MecTo (akThI

TOCIIUTAIU3AIMH B CBs3U ¢ o0ocTtpenueM MTII.

Bbinu nu cnyyau rocnutanusaumMu pebéHka B cBA3N ¢ obocTpeHuem UTM?

Het
13,8%

Oa
86,2%

Cample YacThle NPUYMHBI TOCIUTAIM3ANUN — TIOSABJICHHE HA KOXH
MenKoToueuHoi cbinu (76%), cronTaHHble CUHSAKH M KpoBomoaréku (70%) wu

HocoBbIe KpoBoTeueHus (31,5%).



Cpennsis  TpOJOIDKUTEIBHOCTh MPEOBbIBAaHUS MAIMEHTOB B JIeUeOHOM
YUpEXKIACHUH B YCIOBUSAX CTallMOHapa coctapisieT 17 aueit (quanaszon 1-120 nueit).

93% ormpoIeHHBIX MOCEMIAIOT TeMATOJI0Ta OJIMH WITH HECKOJIBKO Pa3 B TO/I.

Kak yacTto Bbl nocewaete ¢ pe6éHkom remaronora?

5 (8,6%)

@® Heckonexopassron @ He nocewaem remarorora OpvHpaserong @ Opwk pas 8 HeckonbKo et

Huxe INCPCUHCIICHBI OCHOBHBLIC HCJIN ITOCCHICHUA I'€MATOJIOra B ITOPAIKE

yOBIBaHUS 10 YaCTOTE:

1. Koncynpramuu o moBoay oCHOBHOTO 3a0oiieBanus — 82%.

2 [IpoBenenne obcnenoBanus (aucnancepusamus) — 57%.

3 Brimucka penenrta — 23%.

4. [Tonyuenue 3akimoueHus Ha TPUOOPETEHHE JIBTOTHBIX JiekapcTB — 16%.
5 KoHcynpTanmuu mo moBoay comyTcTByomero 3aboneBanus — 12,5%.

bonpmmHcTBO onmpomeHHbx  (86%) 3HaroT 00 ocobOennoctax WTII wu

BO3MOXKHBIX OCJIOKHCHHIX.



3Haete nu Bbl 06 ocobeHHOocTAX UTT 1 kakne MOryT ObITb OCITIOXHEHUA?

Het

6,9%

3aTpyaHAoCs OTBETUTL
6,9%

JiE]
86,2%

VYxe menble — /1% — uadopMUpOBaHbI 0 PEKOMEHIyeMOM 00pase >KU3HU U

OKa3aHUM peOEHKY MEPBOM MOMOIIIH.

3HaeTte nu Bebl, kKak ceba Bectu npu UTIM (06pas xu3HKU) 1 Kak oka3aTb pebEHKY nepByr NOMOLb?

Het
10,3%

3aTpyaHaKCh OTBETUTL
19,0%

Oa
70,7%

Ab6comoTHOE 00JBIIMHCTBO JAeTel (83%) mocemaroT JOMKOJIBHOES/ IIKOIBHOE
YUpEKIACHUE, OJIHAKO JTOTOJHUTEIbHBIC 3aHATHUS (MY3bIKa, CIOPT, TBOPYECTBO)
MOCEIAI0T YyTh O0JIbIIIE MOJOBUHBI AeTelt (55%).

B Tteuenme mocnenHero y4eOHOTO Troga OBUIM BBIHYXJACHBI MPOMYCTUTH
6onee 31 yuebnoro aus mo npuuune UTIT 50% nereii, emé 29% nponyctuiu ot

8 no 30 nueii. He mponyctunu vu oguoro aus no npuunde UTIIL 17% nerei.



71% onpomieHHbIx He cKpbIBatoT Auarno3 UTII or poacTBEeHHUKOB, apy3eil U
3HaKOMBIX, ocTaBiuecs 29% nenarca uHbopmanue o 3a0osneBaHUU peOEHKa

BBIOOPOYHO, HE CO BCEMH.

3HaloT Nu poacTBEeHHUKW, APY3bA, negaroru o auarHose UTM y Bawero pe6éxka?

@ 3naioT Tonbko Heckonbko yenosek @ 3HaloT No4YTvM Boe

Bonbinast dacte ompormieHHbIX (43%) He HYXIAlOTCI B IOCTOPOHHECH
nomonu. Tpers (34,5%) npuUHUMAIOT MOMOINb OT OJMKAMIIETO OKPY>KEHUS
MIOCTOSTHHO MJIM BpeMsl OT BpeMeHHU B cBsizu ¢ HannuueM UTIL. Emé 22% xotdar, HO

HC MMOJIYHaroT MOMOIIb OT OM3KUX.

Oka3bIBalT Nu Bam poacTBeHHUKHU, APY3bs, Nefaroru Kakyr-nm6o noMollb B CBA3M C HanMunem
y peb6éHka guarHosa UTM?

17 (29,3%)

[a, Ho nomolwp HyxHa pegko @ He , HO MOMOLLb NP 661 @ He Hyxaaemcs B nocTopoHHe# nomowy @ [a, nomouwp Tpebyercs yacto

57% pECTHOHIEHTOB HE CMOTJIM OIICHUTh HAJU4YUE/OTCYTCTBUE U3MEHECHUI B
POCCHIICKOH cucTeMe JeKapCTBEHHOTO obecneuenus namueHtoB ¢ UTII, ograko

19% yBepeHo 3asiBUin, YTO U3MEHEHU HE ObLIO.



OTtmevaeTte nun Bbl NU3MeHeHUA, KOTOpPble NPOUCXOOAT B POCCUACKON CUCTEME JIEKapPCTBEHHOIO
obecnevyeHus naymeHtToB ¢ UTI u Bawero pebéHka B nocnegHue roabl?

11 (19,0%)

@ 3arpyansics oteeTiTe @ [a, MaMennnocs B xyawyio ctoposy @ [, MIMEHANOCE B NY4LWYIO CTOPOHY VIaVieHeHHIA He NPoMIoWNo

34,5% pecrnoHIEHTOB CTAJIKUBAJUCh C OTKa3aMd B Ha3HA4YCHUU
COBPEMEHHBIX, B TOM YHCJE JOPOTOCTOSIIUX JICKAPCTBEHHBIX MpPENapaTtoB s
aeuennss ux nered or UTII. Emé 47% yka3pBaloT Ha OTCYTCTBUE WIIU
HEBO3MOXHOCTh CBOEBPEMEHHOTO IMOJYYEHHS B alTEKe HAa3HAYEHHBIX IS
neuenust UTII nexkapcTBEHHBIX MpenapaTosB.

40% yTBEpKIIal0T, YTO KAa4€CTBO OOCTY>KUBAHUS MAllUEHTOB B OOJIbHUIIAX U
MOJIMKJIMHUKAX HE MeHsaercs. boiiee Tpetu omporneHHbIXx poauteneit (36%)

3aTPyAHWINCH C OTBETOM Ha BOMPOC.

MN3meHunock N1 kavyecTBO obCcnyxuBaHusa nayueHToB ¢ AT B 60nbHMLAX U NONMUKITUMHUKAX?

23 (39,7%)

Wsmenennii ve npousowno @ [a, wamennnocs 8 xyawyto ctopory @ [la, nameHunocs B nyywyio ctopoHy @ 3aTpyaHsiocs oteeTTL

[To Muenuro GonpminHCTBa ManueHToB (62%), HEOOXOAUMON M HamboIee

BOCTPEOOBAHHON MEpPOU TMOJIECPIKKHU SIBISIOTCS OeCIUIaTHbIE peaOuSIMTallMOHHbIC



(MEIMLIMHCKNE) MEpONpUATHsA. 3aMETUM — B JIEHCTBYIOUIMX KIMHUYECKHUX
PEKOMEHALMAX METOJAbl MEIUIMHCKOW peaduiIuTaluu, a TakXKe METOJIbI
npoUIaKTUKA U JucnaHcepHoro HabmogeHuss s OombHbix ¢ UTIL He
pazpabotanbl. Takoli e TMpOLEHT oOnpoumeHHbIX (62%) BbBICKA3AJINCh O
HEOOXOMMOCTH MPOTPaMM MOICPKKU B O0yUEHUH.

bonee monoBuHBI pecnoHAeHTOB (57%) NOAYEPKHYIH HEOOXOIUMOCTh
OpOBEJACHUS  OECIUIaTHBIX  MH(POPMALMOHHBIX  MEPONPUITHUM,  Hampumep,
NAlMEHTCKUX [IKOJ. 3a MPEJOCTaBICHUE COLMAIBHBIX JIBIOT B CBSI3U C
MHBAJIMIHOCTHIO BhICKa3aIuCh 55% OnpoIIeHHbIX.

OnpoLIEHHBIM ... IPEAJI0KEHO ONPENEIUTh Hanboliee OCTpbIe MPOOIEMBI B

cBs3u ¢ quarso3oM MTII. Pacnionoxxum BapuaHThl OTBETOB [0 YaCTOTE B MOPAJKE

yOBIBaHUS.

1.  Henmocrarok 3HaHu# 0 mpaBax narueHTa — 69%.

2. OTCyTCTBHE WM HEJOCTATOK KBaTU(UIIMPOBAHHBIX Bpauei B pETHOHE
— 59%.

3. OTcyTCcTBUE WM HEAOCTATOK MHPOpMaLKU O 3a00J€BaHUU U METOJAX

snedenus — 52%.

4, TpyaHocTH MpHU NOJTy4EHUH UHBATUAHOCTH — 45%.

S. Hu3kas 1ocTyTHOCTh HOBBIX MpenapaToB A JeueHus — 41%.
6. Hwuskas nocrynHocth peadunuranuu — 41%.

7. [Tpuopuret 3apekoMeH10BaBIINX ceOst cxeM JiedeHus — 21%.

69% ompomenHbIx He 3HaAIOT O Bceepoccuiickom oOmiecTBe reModuium,
kotopoe ¢ 2014 rona okazeiBaeT noaaepxkky naurentam ¢ UTII B Poccun.

Tonbko 15,5% pecnoHAECHTOB y4acTBYET B MEPONPHUATHUSAX JUIS MAIIMCHTOB
¢ UTII (madopmanmoHHble cemMuHapbl/mkoaa nanueHToB ¢ UTII, BeOuHapsI,
Bcepoccuiickuit popym UTII).

31% omnpoIIeHHBIX HUYETO HE W3BECTHO O MAIMCHTCKOW OpraHW3alluH,
KOTOpad 3amuiaeT npasa nauueHTos ¢ UTII.

79% He B3HAKOMBI C HWHTEPHET-TIPOCKTOM Ui TanueHToB <«OKu3HB C

UTII» https://itpurpura.ru/.



https://itpurpura.ru/

Tomn-3 nomyJasipHBIX COUMATIBHBIX ceTel cpeau naueHToB ¢ UTII Beirasaaut
CIEAYIOMKNM 00pPa3oM:

1. BKonrakre — 97%.

2. Tenerpam — 76%.

3. YouTube — 34,5%.

CoBpeMeHHasi MeEIUIIMHA T[O0Ka HE CIOCOOHA TMOJIHOCTBIO U3JICUUTh
nmaureHta ot MWTII, HO BO3MOXHO JOCTHXKEHHUE PEMUCCHU Pa3IMYHOU
JUTATENIbHOCTH. bosbias gacTe onpormreHHbIX (71%) BepsT, YTO KAYeCTBO YKU3HU
MaIMEeHTOB, CBs3aHHOE ¢ auarHo3om WMTII, MOXXHO HM3MEHUTb K Jy4lIEeMy.
[TosiBIeHHE B apceHalie TeMaToJIOr0OB HHHOBAIIMOHHBIX IMPENapaToB CIIOCOOCTBYET
0oJiee OBICTPOMY KYNMHUPOBAHUIO TEMOPPAruyeckoro CHHApoma Oe3 pa3BUTHUSA
TSOKENBIX MOOOYHBIX A(DPEKTOB.

Ha ocHOBaHMU MOJTYyYEHHBIX JAaHHBIX MOXHO CO3/aTh 0000IIEHHBINA 00pa3
coBpeMenHoro nmanuenta ¢ UTII B Poccun.

CouunanbHo-nemorpadguyeckuii moprper nanuenra ¢ U'TII

Kenmnna B Bo3pacte 18-35 mer, mpoxuBaromas B PO B ropoxae
obnactHoro 3HadyeHus. OHa uMeeT BbIcIIee 0oOpa3zoBaHHE, pabOTaeT, HO M3-3a
npooseM co 310poBkeM Ipomnyctuiia 6osee 30 pabouux JQHEH 3a MOCIEAHUMN TO/I.
[TariueHTKa MOCTOSTHHO WJIM BpEMs OT BPEMEHU BhIHYXIeHa MPUOETaTh K MOMOIIH
OJIM3KKX W3-3a TPYAHOCTEH C COCTOSTHUEM 3JI0pOBBs. Y HeE HE yCTaHOBJICHA
WHBAJUHOCTh, HO TMPH OTOM €CTh NPOOJIEeMBbl Ja)k€ MpPU MOBCEIHEBHOU
aKTUBHOCTH, T.K. HCTIBITBIBACT HEOOJIBIITYIO 00JIb M TUCKOMDOPT, a TAK)KE TPEBOTY
u nenpeccuio. E€ criibHO 0€CTIOKOST TSHKENBIE MEHCTPYaIbHBIC KPOBOTCUCHHS KaK
OJIMH U3 CUMIITOMOB 3a0osieBanus. [lanmeHnTka mocemnaet remMaTonora HecKoJIbKO
pa3 B roJ JJIsi KOHCYJIbTAIUH 10 TTOBOJy OCHOBHOTO 3a00JIEBaHUS U COOJIOIaeT
Ha3HAUYCHHBIH BpauyoM pPEXUM TepaluH, OJHAKO €€ 3a00JieBaHHWE HAXOIUTCS B
cTaguu 00OCTPEHUS, B CBSI3M C 4YeM ObLIU cllyyau rocnutainuzauuu. Ho HecmoTpst
HM Ha 4YTO, OHA BEPHUT, YTO KauyecTBO ku3HU manueHToB ¢ UTII Moxer OBITH

YIYYILEHO.



[{uTaThl NallUEHTOB:

e «lIlycTp narot nekapcTBa XOTsi Obl BOBPEMSI CTAIM 3aJIEPKKHU C TOCTABKAMU»

e «Jloporocrosiee o0cnenoBanre OTCyTCTBHE UCCIEIOBAHUI

e «Or nHayana OOJE3HM M [JI0 Ha3HAYEHUs pPEBOJEHIA, KOTOPBIM Ham
MIOMOTAET,IPOIIIO MHOTO JIET. A 3a 3TH T'0Jia Mbl UCHBITAIM MHOTO CTpecca
OT HEMOHUMAaHUs 4YTO JieNlaTh. Bpaun TakTUKY JieueHHs] BOOOIIE ¢ HAMU He
o0roBapuBay JUIIb HA3HAYAIU TOPMOHBI, KOTOPHIE HE TOMOTaIn

e «4 cuurtaro HeoOXxoauMoO OoJibIle UHPOPMUpPOBaTh poauteneit 06 UTIL...
E.K JloHrom uMeeT OrpOMHBIA OIBIT, HA MOW B3TJIAA, HEOOXOIUMO €M
HamucaTh HEKOE MocoOue - pekoMeHaanuu ais aetei, poaurenei! Kakue
BUJIBI UTI OBIBAIOT, B KAKUX CIIy4yasX HEOOXOJIHUMBI TOPMOHBI, & B KaKHX
cillyuyasx Jydile BbIOpaTh TakTUKy HaOmoaeHus! Bcro umndopmaimmio, k
COKAJICHUIO, POJAUTENN TMOJYy4aroT U3 COOOIIECTB MO JaHHOW O0Jie3HH. +
JOJDKHA OBITh  JIOCTYITHOCTh OHJIAWH KOHCYJbTAllUM C TPaMOTHBIMU
rematoJsioramu r. Mocksa, CII16. PoautensimM He00OX0AMMO albTEPHATUBHOE
MHEHHE MO JedeHuto (peruoH u MockBa). DTo HEOOXOAMMO JJIsi TOTO,
yTOOBI Tepamnusi Oblla BbIOpaHa MPABUIBLHO, HE BCETJlIa PETHOHAIBHOE
JeyeHue B KOHe4YHoM wuTore BepHoe! Moemy 2-neTHeMy peOeHKY
npeajaraiyd MPeAHU30JI0OH B JIOMIAAWHBIX J03aX, OTKA3aJIach MOJ CBOIO
OTBETCTBEHHOCTb, TOMEHSJIU KJIMMAT, BEIOpaIu TAKTUKY HaOIr0AeHUs (TIPO
KOTOPYIO OT T€MaTOJI0r0OB B HAIlIEeM PEruoHe HUKOT/1a He ciblmaia). Ceiiuac
B PEMUCCHH ...»

e «BaxHO HayuuTh Bpauel MOAXOAUTH K ACTAM HUHIAMBUIAYAIbHO, & HE BCEM
noapsn IlpeaHusosioH, W caenath yxke JOCTYNHBIMH [JI1  BCEX
UMMYHOTJIOOYJIUHBI U TI»

e «HyxXHO TOBBIIIIEHWE JOCTYIMHOCTh BHYTPUBEHHBIX WMMYHOTJIOOYJIHUHOB,
aroHHUCTOB TPOMOOTIOATHHOB.»

o «VY peO&Hka Ha oHE BBEIEHUSI HUMMYHOTJIOOYJIMHA €CTh MOOOYHBIN 3P pekT
B BHUJI€ TEMIIEPATyphl 39 U BbILIE B TEUEHUE CYTOK)

o «I'maBHOoe mpu Ut npodeccrnonanbHas MOATOTOBKA Bpadeit! »



«CUNTal0  HEOOXOMUMMBIM  pa3paboTarh  JOMAamIHUK  mpubop s
OInpeiesIeHHs KOJI-Ba TPOMOOIMTOB (110 aHAJIOTUU C TIIFOKOMETPOM)»

«B MockBe Bpaun ecTb, a B MockoBckoil obsiactu HeT. OueHb TPYIHO U
Jajeko ¢ pedEHkKom oOuparthes 10 remaTosiora B MOCKBY »

«MpBI €31UM Ha YKOJI DMIUICHT KaxyI0 HEJIeN0 B Ipyroi ropoj. Bech neHn
B JIOpOre O4YeHb TskKeao peOEHKY. MOXKHO Kak-TO PELIUTb BOIMPOC O
JIOCTaBKe DMILIENTa B ipyrue ropojaa. He Tonbko 001acTHbBIE »

«Bpau ckazaln, 4To pUCK pelUuBa BEJIHMK, YTO MOJIO)KEHA WHBAIUIHOCTD.
Ho MHBaIIMIHOCTH CHSIJIM TaK KAK PEMUCCHUS»

«ITpoasieHne WHBATUIHOCTH JETSIM C XPOHUYECKON peleIuBUPYIOLICH
TPOMOOLMTONIEHUYECKON MNypHypoi, a HE OTKa3 ee, eciu peOeHka He
BBLIICUMIIN

«Bpau remarosor He MOHUMAET, TOYEMY MOCTOsIHHAS CIa00CTh, TOJIOBHBIC
0oJin amartusi, Aenpeccus y peOeHKa ¢ UTH ... XOTS BCE MAIlUEHTHI ¢ TAKUMU
xkajmobamu! - HET HHAMBUIYAIbHOTO TMOAXOJA, HE JOCTydaThCs, HE
3aMHTEPECOBAHBI B JICUCHUU... MHOTOE JIp.. TPUEMBI IJIATHHIE)

«Jledenue, conpoBOXAEHUE OOIBHBIX C UTI JOJHKHO ObITh KOMILICKCHBIM,
C yu4€TOM  MHEHHMS  DHJIOKPHHOJIOTa, HMMYHOJOTa-allJIeproJora,

racTCpOsSHTCPOJIOra. I'emaromora HEIOCTATOYHO»



