«AETU-BABOYKWN»




DoHp «OdeTn-6a6o4ukmn»

OOPOIME OPY3bAl!

KoMMeHTapuii pykoBoauUTens HanpassieHUs
«MepuumnHa» AHactacum CabutoBoit:

TpeTunit HoMep HalLero exeMecsyHoro
OANAXeCTa Mbl PeLUMSIN MOCBATUTD UXTUO3Y.
B 2020 ropy ¢doHA Havan okasbiBaTb JOOAM-
pbli6KaM cucTeMHyto nomolb. CerogHs

Mbl moaaepxuBaeM 228 nogoneyHbix

C UXTMO30M 1 MPOAOSIXKAEM PA3bICKMBATH
MaLneHTOB C 3TUM FreHeTUYeCKnuM
3aboneBaHMeM Mo BCel cTpaHe. Hawa uenb
— cpenaTb TaK, YTo6bl OHM MOyYann BCO
HEOBXOAMMYIO MOMOLLb U XU MOSTHOLLEHHO.

[MoueMy noMuMo 6ynnesHoro anupgepMonmsa
(B3) MbI cTanu 3aHMMaTbCs elle

M nxTrosom? [leno B TOM, 4TO BCe roabl,

Ha NPOTAXEHNN KOTOPbIX Mbl MOMOrasnv AeTaM
c B3, poxganncb 1 Manbilm € UXTUO30M.

9TO NPOUCXOAMIIO B POAAOMAaxX NPSAMO

Ha HallKX rnasax, U Mbl He MO oTKasaTb

B MOMOLLM «PbI6KaM» N UX POOAUTENSM.

CHauvana Mbl Be/M Takmx AeTel B TedeHune
NMepBOro rofa XusHu, HO MOTOM MOHSIM,
UYTO UMW HY>XHO 3aHUMATbCA TakK Xe
CUCTEMHO, KakK 1 «baboukamuy». TemM 6ornee
UTO MPOBIEMbI C AUAFHOCTUKOM, NleYeHmnemM,
peabunutaumen n yxonoMm y toaen ¢ 3Tum
3a6oMeBaHMEM TakMe Xe, KakK Y NaLmneHToB
c B3 — cnoxHo nonyunTb rpamMoTHYO
MeOULIMHCKYO MOMOLLb, HEKYAa 06paTUTbCA
B Mepuon 060CTPeHUSs], YACTO HEBO3MOXHO
HaNTU CPEACTBA HA HYXHOE KOJIMYeCTBO
YXOO0BbIX MPenaparos, HEOTKYAA XAaTb
MCUXONOrNYECKYO MOALAEPXKKY.

NIOHb

[o HepaBHero BpeMeHu naumeHTbl

C MXTUMO30M OCTaBasIUCh CO CBOUMM
CNOXHOCTAMU OAMH HA OLMH.

CeropHsa koMaHaa doHOa cTapaeTcs, YTobbl
015 3TUX 6OJIbHbBIX HACTAIN KQYeCTBEHHO
Opyrve BpeMeHa — YTo6bl Kaxabli

13 HUX MOT MOALEPXKMBATb 300POBbE

B ntob6oi Touke Poccum 1 He cTecHancs
CBOEro COCTOSAHUS — CMOKOWHO paboTar,
YYUCa, NyTelecTBOBas, Pa3BMBAsICS.
[To3ToMy Mbl He TONbKO oby4daem Bpaden,
HO M CTapaeMcsa pacckasblBaTb 06 3TOM
3a6oneBaHMM Kak MOXHO 605bLIeMy
KONM4YecTBy Nto4el — 4TO OHO He 3apasHo,
MOXeT BO3HUKHYTb Y KOO YrogHO M noka
He neuunTcs.

TakrM naymeHTamMm MOXHO NMOMOYb OfHUM
TONbKO $GaKTOM MPUHSTUSA UX COCTOSHUS,
KOPPEKTHOIO 1 CMOKOMHOIO OTHOLLEHUS

K UX guarHosy. [loBepbTe, yXxe B 3TOM c/yyae
XM3Hb MHOTUX NOAEeN C UXTUO30M U3MEHUTCS
K nlyyLiemy.

B 3TOM Bbinycke Mbl MPUrOTOBUIU

[0J19 BAC UCTOPUM HALLMX NOOOMEYHbIX
[eTel C UXTMO30M, Pacckas O NpuUYmnMHaXx

1 NPOSBMEHNAX 3a60/1€BaAHNA U O TOM,

KakK Mbl MOMOraeM Takmm 60sibHbIM. B 06uiem
CerofHsi UXTMO3 — 3TO MPO MOSIHOLEHHYO
XU3Hb 6€3 60NN N OrPaHNYEHUN.

[MpUATHOro 1 None3Horo YreHus!



NCTOPUN NOAOMEYHbIX

DoHp «OdeTn-6a604kmn»

«PbIBKA» HA CEBEPE

TOJIbKO HE 3TO

[lepBble TpU Mecsua nocne
poxaeHus BaHn OkcaHa

Mo HECKOJbKO pa3s B AeHb

C BOJSIHEHMEM oCcMaTpmBasna CcbiHa

c Hor fo ronosbl. Mama Hafgesnacs,
4YTO ero Koxa Tak 1 ocTaHeTCs
300poBOM U YncTon. Ho korga Bane
6bl10 TPU MecsLa Cy4YnIoch To,
yto OkcaHa xoTena 6bl HaBceraga
OCTaBWUTb B MPOLUSIOM CBOEW

CeMbM: Ha KOXe Masbllla Havanm
MOABASATLCA CyXme Lenylialimecs
ydacTku.

OkcaHe cpasy cTano AcHO

— y BaHu nxtros. TouHo Takoe

Xe reHeTn4eckoe 3aboneBaHne
KOXW y AenyLwku, oanu,
L,BOIOPOAHOIO 1 poaHoro 6parta
OkcaHbl. OHa ¢ paHHUX NeT BUOena,
CKOJIbKO C/TOXHOCTEN co3paBana
0151 HUX 3Ta 60/1e3Hb 1 Kakmx
YCUIUIA CTOWUIT YXOL, 38 KOXEeN:

«$1 XOPOLLIO MOMHIO, KAKOW CyXOW
6blna Koxa y AefyLku, oHa
NMOCTOSIHHO «CbIMasnacb», U OH Masan
ee KpeMaMmn 1 MassiMu, HYTobbI
LenyLweHns 1 guckomepopTa 6bis10
MeHbLLe».

OkcaHa 3Hana — puck, 4to y Banu
TOXe B6yAeT UXTUO3, eCTb, O4HAKO
Hagesnack, YTO reHeTMYeckas
rnosioMKa He nMponaeT Yyepes
nokoneHua 1 BaHs 6yaeTt 300poB.
OpHako CblH cTan ele OaHUM
MY>KUYUHOM-PbIGKOM B UX CEMbE.
MoparnbHas roTOBHOCTb K TOMY,
YTO 3TO MOXET CyUUTbCSH

NIOHb

c BaHen, nomorna OkcaHe 6onee-
MeHee 6e360/1e3HEHHO NPUHATD
CUTYyaLMIO U Cpasy Xe HavyaTb
NMPaBUIbHO YXaXMBaTb 38 KOXEW.
Mo onbITy pOACTBEHHMKOB MamMa
y>e 3Hasna, YTo camoe rnaBHoe

— 3TO MOCTOSIHHO MOALEPXMBATb
ero Koxy yBriaxHeHHon. [oHrMas,
4TO Tenepb 3aboneBaHme ecTb

M yxe Hukyna He geHetcs, OkcaHa
1 BaHsa ctanu npmBbikaTb XUTb

C 3TWUM QUArHO30M.

MXT1o3 — 3To reHeTnyeckoe
3aboneBaHMe KOXMU, KOTopoe
BblpaxaeTcs CUIIbHOWM CYyXOCTbHO,
LenyLweHneM 1 3yJ0M KOXMU.

Koxa HanoMmnHaeT pbibbio Yellyto,
MO3TOMY TakmMX BOJTbHbBIX Ha3blBAKOT
«pbl6KaMm». Y UXTNO3a MHOTO
TMNOB, y BaHn — caMblil HECTOXHbIN
— BY/IbrapHbIl, MU MPOCTOMN.

Mpw HeM KOXa MOCTOSAHHO COXHET,
nokpbiBaeTcs 6enoBaTbiMu
YelynkamMmn 1 CUIIbHO YeLleTcs.
BblneunTb MXTUO3 MOHOCTBIO
cerofHs Hesnb3s, BeAb NpuimHa
60M1e3HU B reHEeTUYECKOM MOJIOMKE.
CrnOXHOCTU UXTUO3Y fob6aBnsaeT

M TO, YTO 3aboreBaHne pegkoe

— B ropoge, roe xmByT OkcaHa

c BaHel, Takux cnyyaeB Bcero gBa.
MoaToMy Bpauun peako BCcTpevatoT
ero Ha npakTuke 1 He Bcerga MoryT
Ccpasy «pacrnosHaTb» pebeHka-
pblI6Ky. Tak MoHa4vasty BbILIO

n c BaHen.

Bpaun-negnatpbl, kotopbiM OkcaHa
nepsbIM AenoM nokasasna BaHio,
He cnewwnnmn CTaBuTb ANarHos



NCTOPUN NOAOMEYHbIX

1 MOCOBETOBASIM HE MaHWKOBAaTb
— MOJI, HUYero CTPAaLIHOro, MOXeT
ewe n nponpet. Torga OkcaHa
obpartmnach k 6osnee yskmm
cneumanuctam B KB v ycnbiwana
TOYHBIN U YXe, K COXAaNeHMIOo,
3HAKOMbIV AMArHO3 — TOT CaMblIl,
KOTOpbIN HaBcerga.

HEBbIHOCUMbIN XON0[,

XKnsHb nob6oro yenoseka

C UXTMO30M — 3TO MOCTOSIHHbIN
nownck oTBeTa Ha Bonpoc «4To eLe
MOXHO caenaTb s KoxXu,

UTOGbI CTaNo nerye?». B cnyvae

C UXTUO30M 60/bHbBIM 4acTo

rnoMoraeT caM KnmMmart — Korga

DoHp «OdeTn-6a604kmn»

OH MAFKUI, BAXHbIM, a, 3HAYUT,
KOM®DOPTHbBIN M NPUSTHbIN KOXe.

Korpa OkcaHa 6bi1a

B Bo3pacTe BaHu, ceMbs

xuna B KazaxctaHe. OkcaHa

C YAOBOJIbCTBMEM BCMTOMUHAET
TO BPEMS — U MPUSTHbIN KIUMaT,
M MPEKPACHYO YNCTYIO MPUPOAY.
«B Hawen MmecTHOCTU 6bInKn
o3epa ¢ N1e4yebHbIMU FPA3aMHU

— Mbl C POACTBEHHMKAMM
MOCTOSHHO Bble3Xasin Ha NMPUPOAY,
Masanucb 3STUMU FPA3SMH,

1Y MOeMy OBOKOPOAHOMY 6paTy
CTAaHOBUIIOCH flerye, o6ocTpeHne
MpPoOXonuno», — pacckasbiBaeT
OkcaHa.

Korpa OkcaHe 6bin10 10 ner,
ceMbsi Nepeexana Ha cesep. BaHs
poAMUICS yXe 30eCb — B XO/TO4HOM
M CyXOM KJSIMMaTte, KOTOpbIi
MJIOXO CKa3biBasICH HA COCTOSHUU
ero koxu. OcobeHHO Taxesno
CTAHOBMJIOCb 3MMON — KOXa
coxJla Ha rnasax, nHorga gaxe
Tpeckanacb, pebeHoK My4uncs
OT MOCTOSHHOIO 3yAa 1 60nu.
«Bonblie Bcero MHe He HpaBuUTCH
yecatbcs. [MoaToMy s nobnto
neto. J1eToM MHe XxopoLuo»,

— roeBopuT caM BaHa. Ho po neta
Ha ceBepe faneko u A4onro,
No3ToMy pebeHkKa NMPUXoOANIoCh
MasaTtb, MasaTtb U1 elle pas
MasaTb yBAaXHSWUMM KpeMaMm
M MpW MepBOM BO3MOXHOCTH
opraHmM3oBbIBaTb AYLLU.

[lo mepe pocTa BaHwn ctanu
BO3HWKATb U Apyrue npobaembl
— B LUKOSe AeTu obpaltanm

NIOHb

BHMMAHME Ha ero Koxy,
cnpawmsanm 4To ¢ HUM. ChiH
TEpPANCa U HAYMHAS CTECHATLCS
CBOEro CocTofHMUs, a Mama
Mckasa cnoBa, YTobbl O6bBACHUTD
— OH TaKOW Xe KakK BCe, TONbKO
KOXa y HErO HEMHOIO Apyras.

Kpome Toro, Mama noctosaHHO
cTapasnacb fenatb Tak, YTobbl

ee «pblbka» NPOBOAMIT KaK

MOXHO 60/Iblle BPpeMeHU B Ternse,
Ha Mope, — TaM, roe Koxa

Ha rnasax CTaHOBUTCSH YMLLe

1 340poBee, a pebeHok nepectaeTt
yecatbcqa. [NocnegHuit roq,

rno cnosaM OKcaHbl, COCTOAN

13 pa3bes3nos. Tpu NeTHUX Mecsua
OHU C CblIHOM npoBenu B KpbiMy,

a noToM 3aBefytoLlas MecTHOM
MONUKINHUKK pacckasana OkcaHe
o doHpe «deTn-6aboukny,

M OHU ¢ BaHen Hayanm HoBbIN
KauyeCTBEHHbIM NyTb K 340POBbIO.

«PblIBKA» EQET K «<BABOYKAM»

«3aBefyollan fgana MHe KOHTaKTbl
doHpa, 9 Hanmcana Tyna
nucbmo. C HaMKU CBA3ANUCh

u npurnacunm B Mocksy.

BaHsa npowen o6cnepoBaHue,

B TOM YMCrie caas HakoHel,
reHeTUYECKNM aHanms, U NoayYmnn
ne4yebHO-0300POBUTENbHbIE
npoLenypbl, Nocre KoTopbiX

eMy CTasio HaMHOro ny4uie,

— pacckasbiBaeT OkcaHa.

Kpome Toro, Bpauun poHpa
CKOPPEKTNPOBASIM YXOL 3a KOXeMn
BaHwn 1 panu OkcaHe psig HOBbIX
pekoMeHpaunn.



NCTOPUN NOAOMEYHbIX

BecHoln doHA oTnpaBun BaHio
Ha peabunutaumto B Coun,

B caHaTopui «ABaHrapmo».

M MaMma, 1 CbiH BCMOMUHAOT

3Ty noe3aky c ynbibkamMu. BaHs
— NOTOMY YTO MO3HAKOMMUICH

C ApyruMmn «6aboykaMmm»

1 «pbl6kamMu», nobbiBan B napke
aTTPaKLMOHOB 1 OOUH pa3 gaxe
MCKynancs B CBOeM /Io6MMOM
Mope, yCneB N3yMuTb BCeX
HbIPAHWEM, 38 YTO MONYYUS
npo3BuLLLe «AenbOUHUYNKY.
OkcaHa — NOTOMYy 4YTO BCTpeTUna
poauTenen co CXoXuMu
npo6aemMamu.

MPOCTO KOXXHbIE TPYAHOCTU

®oHA 1 fanblie 6yaeT noMoraTb
OkcaHe 1 BaHe crnokomHo
«MJIbITE» MO XU3HW — CeMbSA
nony4YaeT agpecHyto NoMoLLb

— yBAAXHSAOLIME MA3U, KPEMbI,
Macna — BCe, YTO HyXHO BaHe
0151 TOrO, YTO6bI 6bITb MAKCUMAIbHO
30,0POBbIM 1 3aHUMATbLCA
MIO6UMbIMU enaMm — XOAUTb
Ha TPEHWPOBKM MO BOKCY,
MacTepuTb U3 NIero, Urpatb

B KOMMbIOTEPHbIE UIPbI.

«5 He cumTato BaHo ocobeHHbIM
pebeHkoM, — roBopuT OkcaHa.

OH Takon Xxe Kak Bce getu

— YUUTCS, UFPAET, HE OYEeHb NIIBUT

Tenepb Mbl 3HaeM, UTO HE OHM.
BaHs ¢ ropAOCTbIO FOBOPMT,
YTO OH «PbI6Ka» — He TOJNIbKO
NOTOMY, YTO XOPOLUO NJIABAET,
HO M MOTOMY UTO nepecTan
CTECHATbCS CBOEM KOXM.

OenaTb YPOKW U CTPOUT HEOBbIYHbIe
nnaHbl. CeMyac, HanpuMep, pewmn,
4YTO CTaHeT MacCcaxmncToMm n yenet
paboTaTb B Knutam, — pacckasbiBaeT
OkcaHa. — OH y MeHs o4YeHb
UYTKUIN 1 BHUMATENbHbIN

— JIOBUT XUBOTHbBIX U K JIIOASAM
OTHOCUTCS C LOBPOTOM, MOSTOMY
Takasa npodeccusa 6bl eMy TOUHO

«Bonbwoe cnacubo doHay nogoLuna.

3a BCIO MoOMoOLWb. Tenepb

Mbl 3HAEM, YTO HE OAHMU. OkcaHa He ckpbiBaeT,

BaHs c ropgocTbio roBopwuT, — OHa rnepexmBaeT 3a CbiHa KpacKuBbIM NapHEM U C Takom OkcaHa o4eHb XO4eT BEPUTD,

UYTO OH «pblbKa» — He TONbKO n ero 6bynyuee. BoiBaeT, Koxen. Ho Mbl cTapaeMcst Xutb 4YTO UXTNO3 CKOPO Hay4vaTcst

MOTOMY, 4UTO XOPOLWO naaBaeT, HaKaTbIBAatOT MbIC/IN, KakK Ha No3nTunBeE 1 CNpaB/IATbCA mn3nedmBaTb MOJIHOCTbIO,

HO M MOTOMY YTO nepecTtan CJTOXNTCA ero Xm3Hb, Beab CO BCEMU KOXHbIMU TRYAHOCTAMMN, M B UX CEMbe 3TO 3aboneBaHue

CTECHSTbCH CBOEWN KOXMU. NOAM NO-pasHOMy pearnpyoT Tem 6onee Tenepb ¢ HaMU GOHA, OCTaHeTCs TOJIbKO B apxuBe

— roBOpUT MaMa. — D70 6bina Ha ero koxy. KTo-To Boobue — npogonxaet OkcaHa. — OueHb ceMelHbIx doTorpacdui.

yypecHas noesfka, B KOTOPOM BCE  CYMTAET, YTO OHA MPOCTO rpsi3Has: XO4y, YTO6bI CblH BbIPOC CUJIbHbIM, M uTo peten 6yayT HasbiBaTb

6bI1710 OT/IMYHO U NOWOo Ha nonb3dy  «OcobeHHO Takoe 6blBaAET 3MMOW, MY>eCTBEHHbIM, 6/1aropogHbIM, «pPblB6KaMU» TONTbKO MOTOMY,

BaHe — v npouenypsbl, U ob6LLeHME,  CMOTPULLBL HA My4YeHne pebeHKka 30,0POBbIM 1 OFPOMHbBIM Kak LuKadp 4YTO OHW MJIABAKOT U HbIPSOT

M aHuMaumna». 1 BO3HMKAET CTpax — 4To Xe byaer M MOT 3alMTUTb cebs, MeHA U BCeX, KaK genbobuHbI.

[arnblle — OH Xe pacTeT, byneT KOMY MoTpebyeTcs MOMOLLbY. Onbra Begapesa, porg «etn-6a6o4kim»

8 ®DoHp «deTn-6a6oukm» VNIOHb



COLOEPXATEJIbHbIM OTHET

EDXEMECAYHbIA OTYET
B LUDPAX

NOAOMNEYHbIE

3aperucTpupoBaHo

16.....

noaoneYyYHblxX

2 MOCbINIKK

OoTnpaBsieHbl

B pamkax
nporpaMmbi
«MoMoub oTKasHbIM
DeTAM»

7 nertemn-

PbIBOK MOMYyYUIn
CTOMAaTONIOrnYecKyto
noMolLb

1 KOHCY/IbTaLms
nposeaeHa

B paMKkax okasaHua
OHKOJIOrn4ecKom
nomMouum

4

pebsaT Nony4unm
NoMolLLb Mo
nporpamMme
«dprorepanusa»

2 o neTten npownm

rocnutanusauumio
B HaunoHanbHOM
MeOULMHCKOM
MccnenoBaTesibCKoOM

LLeHTpe 340pOoBbs AeTel

Man, 2021

8 «b6abouek»

U «PbI6OK»
MoJy4YUIv NOMOLLb
no nporpamMmme
«Peabunurauunsa»

Bpaun doHpa cozpganu
COBCTBEHHYO MPOrpaMMy
peabunutaLum, Lesb KOTOpOoK

— NoAnepXaTb 340POBbe AeTel,
YNYULUTb COCTOSTHUE UX KOXMU,
NpPeAoTBPaTUTb PeLMauBbI

M 3aMeIUTb MporpeccMpoBaHmne
3aboneBaHui. B pamkax aton
nporpaMMbl C MOAOMEYHbIMMN
doHpa Takxe paboTatoT
MCUXONOrN 1 Meparory,
KOTOpble MOMoratT pebsaTam
afanTMpoBaTbCs K HopMasibHOM
XU3HU B ObLLecTBe.
Peabunutaunsa geten

C UXTWMO30OM MPOBOAUTCSA

Ha 6a3e OeTcKoro caHaTopus

[MpoBepgeHo 444 (191 ouHas

1 253 oHnarH) KOHCybTaLmm

B pamMkax nporpammbl «MarpoHax

U MegUuUuUnHCKoe conpoBoXxaeHue»

Y 1 4 neTen 1 B3poCsbIxX

B3AT 6uomartepman
[J19 reHeTUYeCKOM

ANarHoCTukKu

29.....

OoKa3aHa
cToMaTtosiornyeckas

MoMolLLb

DoHp «OdeTn-6a604kmn» UIOHb

«[MMongaHb» B NogMockoBbe.

[nsa ynyduwenus pusmyeckoro

M MCUXONOrMYECKOrO COCTOAHNS
340pPOBbS AETAM NPOBOAST
JIOK ¢ MHCTpYKTOPOM, cyxue
Yr/1eKUCIble BaHHbI, KCOMAHYO
newepy», BOAHbIE NMpoLenypbl
CO creumanbHbIMU CpeacTBamu,
as3pouoHOTEpPanuio, MPoLEeaypbl
B kegpoBomn 6o4uke, BOC-
Tepanuio, ncuxorepaneBTuyeckmne
3aHATUA B HEMPOCEHCOPHOM
KOMHaTe, KOPPEKLMOHHO-
pPa3BUBAIOLLYIO MECOYHYO
Tepanuio n T.40. bonbwe

O MporpamMMe MOXHO MPOoYNTaTb

34ecCh. @
A

5 B3POC/IbIX «6aboyek»
NpoLuIn rocnuTanusaumio

BO Bcepoccuinckom LeHTpe
3KCTPEHHOM U pagnaLMOHHOM
MeanumHbl UMeHn A.M.
Hukundopos


https://deti-bela.ru/programs/ikhtioz/reabilitatsiya-ihtioz

COLOEPXATEJIbHbIM OTHET

ALPECHAA
MOMOLLDb

5 2 noaorneYyYHblxX

MOAY4YUIN aopPecHyro
nomolLb oT poHaa
N3 HMx:

1 1 B3pPOC/IbIX

nony4Ymnmn
MeOuKamMeHTbl
N GUHTBI

BAPBAPA
MNOTEPAEBA

2 ropa, Mepmckui
Kpam, omarHos:
ouctpobuyeckum
B6ynnesHbi
anuaepMonus

DoHp «OdeTn-6a604kmn»

BPAYU

45 Bpayemn 6 CceMnHapoB
oKasasiv noMoLLb npoBefeHo

B 21 pernoHe ons 1 34

cnywaTenem
B pPa3HbIX pernoHax
Poccun

B mMae Bpayn Hawero poHpa nposenu 4 nekumun

no uxtrno3sy ana spaden ctpaH CHI. OHm 6611 NOCBSALLEHbI
pa3bopy KOHKPETHbIX C/ly4YaeB 13 MeOULIMHCKOM MPakTUKK,
a Takxe BOMpocam K/IMHUYeCKOro pasHoobpasns
BPOXAEHHOrO nxTrno3a. Kpome 31oro B 2 nekumsx spaden
ObINIM PACCMOTPEHbl OCOB6EHHOCTU OBLLEHUS C NaLMeHTamu,

cTpafarLmnMMmM ByIe3HbIM 3MUAEPMOSN3OM.

NIOHb

JIOFNCTUKA

141....c

Cc BUHTAMK
1 MeamkKamMeHTamMm

681

K MOMOLLM
015 NOJ0NEeYHbIX
doHpa



COLOEPXATEJIbHbIV OTYET

OCHOBHbIE NMYBJIMKALUU

O ®OH

APCEHUM
nnporos

6 ner, r. CaHkT-
MeTepbypr, AnarHos:
BPOXAEHHbIN NXTNO3
HEeYTOUYHEHHbIM

B mMae npowen MexayHapoaHbln
MecsL, OCBEAOMTEHHOCTU

06 nxtnose. «PBK» ony6nukosanu
OBLIMPHBI MaTepuan 06 UXTMo3e

OT Hallero BefyLlero gepmarosora
MaprapuTbl [exT. B cTaTbe npocto
M MOHATHO M3/TOXEHO BCE, YTO
HY>XHO CerofHsi 3HaTb 06 3TOM
3aboneBaHum.

OE B CMWU

Mau, 2021

«®oHTaHka» ony6nvkoBana
VHTEPBbIO MaMbl HALLEro
MOAOMNEYHOro «Pbl6KN» ApceHuns
Muporoea. ApceHuto 6 neT,

1 OH BMeCTe CO CBOEWN CeEMbeN
xuBeT B CaHkT-lNeTepbypre.
HaTtanbs pacckasana o cioXHOCTaX,
C KOTOPbIMU CTANIKMBAETCH CbiH
13-3a 0COHBEHHOCTEN 30,0POBbS,
1 O TOM, Kak MM Hadas noMoraTtb
doHp «deTn-6aboukm.

DoHp «OdeTn-6a604kmn»

HepmaTonor poHpa «detn-
6a6oukm» 1 cnvkep OHNamH-
aKkageMuuy npobrieM Koxu

Skill for Skin Onbra OpnoBa
Hanucana Marepman npo MxTruos
onsa npodeccrnoHanbHOro
MeOUVLMHCKOro noprtana
«Bpauun PO». B ctaTtbe

3KCMepT NoApo6HO onucana
KJIMHUYECKUI Criydam
3MNAEPMOTIUTUHECKOTO NXTMO3a
13 NPaKTUKM Bpaden Hallero
doHpa.

«KocTs noHuMMaerT, uTo y Hero
TaKue 0CO6eHHOCTU KOXXMU.
OH, KOHEYHO, CTecHsAeTCcH,

KOMMJIeKCyeT».

3uHanpa CemeHoBa, MamMa
Masibumka-pbl6km Koctn

13 ApxaHresbckon obnacTy,
[ana UHTepPBbo MeCTHOM
razete. OHa pacckasana, kak
HeoXMnaaHHO 60ne3Hb NpuLLna
B UX CEMbIO, O XM3HM ee CbiHa
C UXTMO30M 1 NnomoLum GoHAa,

KOTOPYIO yXe yAanocb NoayynTb.

B npepnsepun neta
MaprapwuTa lexT, Begywinni
Bpay-gepmaronor ¢oHaa,

B CBOEM NOCTOAHHOW KOJTIOHKE
nna «PBK» nogenunnacb
nosie3Hon nHpopMaLmen

O CpencTBax 3almTbl OT COMHLA.
O6sa3aTenbHO NpoYnTanTe 3TOT
MaTtepwmar, YTobbl Balla Koxa
6bl51a 34,0POBON N KPACUBOWM

He TOJIbKO JIETOM, HO U KPYT/bil
rog.

NIOHb

32 ynoMmHaHua poHpga «detum-

6a6oukm» B CMU

12 ny6avKaumi B NoanepxKy
MecsLa NxTmosa

3 WMHTEPBbIO C HALLNMU
nogornevyHbiMu

3 MeANLIMHCKUX CTaTbK
OT 3KCnepToB doHOa

6 858 805

yenoeek — O6LLMM OXBAT
yrnomMuHaHui o poHpe 8 CMU


https://style.rbc.ru/health/608ab4419a79476195565877
https://www.fontanka.ru/2021/05/04/69899372/
https://vrachirf.ru/company-announce-single/89352
http://rusnord.ru/hot/50972-istorija-ziny-mamy-malchika-babochki-iz-arhangelskoj-oblasti.html
https://style.rbc.ru/health/60a7ad919a7947921efb85c4
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9 ®AKTOB OB UXTUOS3E,
KOTOPDIE HY>)KHO

3HATb BCEM

NxTnos — pepkoe reHeTnyeckoe
3ab01eBaHME KOXM.

o MeanuMHCKOM CTaTUCTUKE,

OHO BCTpeYaeTcsl y OfHOro

13 300 000 HOBOPOXAEHHbIX.
[Mo3ToMy MHOrMe nau 4o CUX Mop
NM60 HUYEro He 3HaT 06 3TOM
3ab6oneBaHnmn, NGO Cribilanm

0 HeM coBceM Marno. o aTon xe
npu4YmMHe 6o5e3Hb OKyTaHa Mudamu
1 3a6nyxaeHuamMu. Hanpumep,

UTO MXTMO3 3apa3eH, BO3HMKaeT
13-3a HEeNpPaBUIbHOIO MUTAHUS WU
HeKayeCTBEHHOrO yXO4a 3a KOXeMN.

Mbl cobpanu ons Bac nogbopky
BaXHbIX PpakToB 06 UXTUO3E.
KoHeuHo, B peanbHOCTH

X HE OEBATb, & HAMHOIO

60onblue. Ho gaxe 3T1 3HaHMsA
MOMOFYT MOHSATb CYTb, MPUYNHbI
3a6oneBaHusA U NpobeMbl TaKMUX
naumneHToB. Yem 6onblie nogen
3HaeT 06 NXTNO3e — TeM NloAsibHee
OTHOLLEHME OBLLLECTBA K «pPblBKaM»,
1 TeM KOMbOPTHEE NX XU3Hb.

UxTnos — He ogHo,
a rpynna 3a6onesaHui
MxTros npencraensiet cobom
pasHoobpasHyto rpynny
reHeTu4yeckmx 3aboneBaHun.

Mpu3HakM NXTMO3a MOryT BO3HMKATb

DoHp «OdeTn-6a604kmn»

KakK npu poxaneHun, Tak B paHHeEM
AETCKOM BO3pacTe.

N3-3a TOro, 4to 3aboneBaHve
penkoe, B MeAUUUMHCKUX MHCTUTYTax
€My 4acTo He yaenseTca
[OCTAaTOYHOrO BHMMaHUA. M3-3a
3TOro 6bIBaKOT ClyYam, Koraa

BPayM He Cpasy «y3HatoT» UXTUO3
Ha NpakTUKe U He MOryT NoAo6paTh

npaBUbHYIO TEPANUIO.

Mpwu uxTnose Hapylwaertca
NpoLLEecc OPOroBeHMUNA KOXH
[MpocTbiMK cnoBamu, npouecc
«OPOroBeHUS» — 3TO obpasoBaHme
Ha NOBEPXHOCTU KOXM 0COBOro
POroBOro BeLwecTsa KneTkamm
KOXW, KOTOpble Ha3bIBaKTCA
KepaTtnHoumtTamu. KepatmHouuUTbl
— 3TO OCHOBHbIE KNIETKU BEPXHErO
cnos koxu annaepmmca. B npouecce
LENEHNSA N Pas3BUTUS 3TU KNETKU
BblpabaTtbiBalOT cneumanbHblie
KOMMOHEHTbl — 6enkun (kepaTuH,
dunarrpuH 1 gpyrme) — MUMeHHo
OHU U COCTAB/ISAKOT OCHOBY POrOBOro
BellecTBa. [NaBHas 3agaya 3tux
6eKoB — 3almMTa KOXU OT NoBbIX
BMaoB Bosgenctemsa. OHu urpatot
ponb cBOEO6PAa3HbIX «KKMPMNYMKOBY
onsa GopMUPOBaHUS KOXM, & POsb
«LieMeHTa» O/19 CBA3bIBAHUSA
3TUX «KKUPTMUYMKOB» MeXay
CcO60 BbIMONHAET MEXK/IETOYHOe
BeLLEeCTBO, coaepxalyee ocobble
nvnuapl.

UxTUo3 BO3HMKAET us-3a
reHeTUYeCKOM NOJSIOMKM
[naBHaa n eanHCcTBeHHasA
npuynHa BO3HNKHOBEHUA NXTNO3a
— 3TO reHeTM4yeckasi NosioMKa,
O6yCﬂOBﬂeHHaﬂ onpeneneHHbIM

TUMNOM HacnenoBaHUA.

NIOHb

Hn nHbekuna, HU CHUXEHHbIN
MMMYHUTET, HN FOPMOHAJTbHbIN
oucbanaHc, HM Kakme-nmbo apyrue
dakTopbl NPUYMHAM UXTMO3a

He ABNATCS.

Ha cerogHsaWHWI feHb yyYeHble
maeHTuduumnposanm yxe 50 reHos,
M3-3a MyTauum KOTOPbIX BO3HWKaET
Ta UKW MHasa cteneHb aedekTa KOXM.

CywectByeT 6onee 20
NnoATUMNOB UXTUO3A
CerogHsa Becb UXTUO3
noapasaenstoT Ha Ase 6onblune
rpynnbl: CUHOPOMAbHbIN
M HeCcMHOpPOMasbHbIN. B kaxgomn
M3 rpynmn, B CBOK o4yepeasb,
cyuwecTyeT 6onee 10 noaTunos
3aboneBaHus.

Mpn HeCMHAPOMAaNbHOM UXTUO3€e
3aboneBaHue NposBAseTcs
WNCKTIOUYNTENBHO Ha KOXE.

Y cMHApOoManbHOM rpynmnbl MXTUO3a
KoXa ABNSETCH AOMNOMHNTENbHBIM
MapkepoM 3aboneBaHus,

a NepBUYHbIM oYar nopaxeHms
HaXOAMUTCA B APYruxX opraHax

M cucrtemax.

K BHEKOXHbIM MOpaxXeHnsaM,

K KOTOPbIM MPUBOAUT BPOXOEHHbIN

MXTNO3 CPeAHEN U TAXENON CTeneHmn

TSXECTU, OTHOCATCSH:

. odTanbmonormuyeckme
OCNTOXHEHUS;

. OCNOXHEHWS cO CTOPOHbI JTOP-
opraHos;

. yacTble 6akTepmanbHble
1 BUPYCHble MHbeKLNY;

. He[0CTaTOYHOCTb POCT;

. nopaxeHue opraHos XKT;

. nopaxeHus opraHos
cepAeYHO-CcoCyancTomn
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CUCTEMD;

. nednunt ButammHa D u gpyrux
HYTPUEHTOB;

. aHOMa KM BOJIOC W HOTFTEN.

CyuiecTBYeT 3 OCHOBHbIX
TUNa HacneaoBaHUS UXTUO30B

[Mpu [OMWUHAHTHOM TUNe
HacnefoBaHUs reHeTn4eckas
MyTauus nepenaeTcs OT PoaUTens,
y>Xe MMEeILLEro NPOosiB/IEHNS
MXTNO33, pebeHKy.

CyliecTByeT TakXe peLLeCcCUBHbIN
VN HacnefoBaHuA. B 3Tom cnyyae
Yy poAuTenen HeT NPOosIBNEeHNNM
NXTNO3a, OL4HAKO OHU ABNSIOTCA
HoCUTENAMU OedeKTHOro reHa,
KOTOPbIN NepexonmT K pebeHky.

Mpu X-cuenneHHoM Tune
Hacne4oBaHUst HocuTeneM
nePpeKTHOro reHa sBseTca MaThb.
OHa nepepaeT ero CBOMM AETAM.
[Mpw 3TOM y CbIHOBEM NXTUO3
MPOSIBUTCS B MOJIHOM O6beMe,

a godvepwu 6yayT 340PO0BbI,

HO ABNATLCH HOCUTENAMWN MyTaLUN.

Y nxrmosa wumpokas
cuMnToMaTuka

OCHOBHbIMU KJTUHUYECKUMM
MPOSIBNEHUAMM, MPUCYLLMMIN KaXA0M
rpynne u tunam nxTnosa, SBAstoTCs:
. KCepPO3, NN CyXOCTb KOXW;
. TPEeLUMHBbI;
. PONMKYNAPHBIN rUNepkKepaTos,
WU «TYCUHAas Koxa;
. wenyweHue (Menko-, cpegHe-
M KpyMNHOMIaCcTUHYaToE);

DoHp «OdeTn-6a604kmn»

A konnoungHasa nnexka (1 Mecsauy,
XU3HW);

0 KOPKMU.

OB6LWMMM MOMEHTaMM TakKXe
ABNAOTCS:
. yXyOWeEHNE B BECEHHE-NETHUIN
nepuog;
. HapyLleHue TepMoperynauuy;
. NocTosHHaA TeMneparypa
B AmnanasoHe 37-37,5C;
=Y
A 60nb;

M XKKeHue.

PasnunyHble TUnbl UXTHO3a
oTIMYatoTCHa APYr OT Apyra

Mo CTEMNEHU BbIPAXEeHHOCTM 3TUX
NPOSABIEHUN.

K pononHuTenbHbIM KNMHUYECKUM
NPOSIBNEHNSIM OTHOCAT:
0 3pUTPOAEPMUIO,
VNN reHepann3oBaHHoe
NMoKpacHeHne KOXu;
0 ny3blpwu;
9 3po3uun.

CerogHsi UXTUO3 BbIJIEYUTD
Henb3qa

NxTno3 — 6onesHb Ha BCHO XU3Hb.
Hayka noka He MoXeT NONHOCTbIO
N31e4YnTb 3TO 3aboneBaHme.

XKNTb C MXTUO30OM HEMPOCTO,

HO NPU NPU NPaBUSIbHO
nopo6paHHOM Tepanunu CocTosHue
KOXW MOCTEMNEHHO yny4yllaeTcs

— YMeHbLIAeTCsa CyXOCTb,
LwenyLweHue, KpacHoTa — 1 60NIbHOM
BXOOMUT B pemuccuto. BepHo

1M obpaTtHoe — eCnu NIeYnTb NXTNO3
HenpaBUW/IbHO, TO NALMeEHT ByaeT
UyBCTBOBATb Ce65 XyXe, HAYHYTCA

NIOHb

obocTpeHusa n 6onesHb bynet
nporpeccMpoBathb.

To4yHoe KonuyecTso
60/1bHbIX UXTUO30M B Poccun
cerogHs He U3BeCTHO

Ha gaHHbIM MOMeHT B Poccun

HEeT TOYHOM HAY4YHOW CTaTUCTUKM

no AeTam, 60/IbHBbIM UXTUO3OM.
TpyOHOCTM NoacyeTa O6bACHAIOTCS,
B TOM YMC/Ie TeM, YTO MPU NEerkmx
dopMax nxTrnosa, Hanpumep,
BY/IbFrapPHOM (MPOCTOM) NaLMEHTbI
MPOCTO CYUTAIOT, YTO Y HUX CyXas
KOXa, 1 He obpallaloTcs K Bpady.

CornacHo nutepaTypHbIM
OAHHbBIM, PacnpoOCTPaHEHHOCTb
HECMHAPOMAaNbHOIO NXTNO3a
coctaenset 1: 200 000-300 000
cnyyaeB. CUHOPOMANbHBIN UXTUO3
BCcTpeyaeTcs pexe — 1: 200 000
cnyvaes.

JNo6as popma nxrtnosa
Tpe6yeT MyNnbTUAUCLUNIIMHAPHOIO
noaxopa

DTO 3HAYUT, YTO BONBHOM UXTUO3OM
DOMXeH HabnoaaTbCs He y OQHOro
Bpaya, a y Lenow koMaHabl
cneunanncToB — oepMaTonora,
HyTpULMonora, neauaTpa,
OTONAPUHIONOora, racTPO3HTEpPOOra
1 opyrux. MHOrmMm «pblbKkam»

TakXe NOCTOAHHO TpebyeTcs
ncuxonoruyeckas noanepxka

M MOMOLLb COLManbHbIX PABOTHUKOB.

B 3TOM cnyyae naumeHTbl He TONbKO
XOPOLUO cebsl YyBCTBYIOT, HO U BEPAT
B ce6s, CBOM CUIbl, y4aTcs,
paboTaloT, pa3BMBaOTCS U CO34A0T
ceMbM.



NMPOrPAMMbI ®OHOA

«KOPOBKA XN3HU»:

B YeM CXOACTBA U OT/INYMNA afAPEeCHOMN
nomowum npu b3 n nuxrtmnose

Mpu XTMO3e, KaK 1 NPK ByNe3HOM
anupgepmonmse (B3), oueHb BaxHO
KaxApli AeHb MPaBUIbHO YXaxXmnBaTb
3a koxel. [11s 3Toro npu o6omnx
3a60neBaHMNAX HyXXHbl CrieumanbHble
nepeBsi30YHbIE U YXOO0Bble
cpencTBa.

K coxaneHuto, noka eLle He BO BCeX
pernoHax Poccumn 6onbHble
obecrnevmBaloTCa UMK 3a cHeT
MeCTHbIX BtoaxeToB. TaMm, rae

TakoM MOMOLLM OT roCcyAapcTea
«BaboukaM» 1 «pbibKamM» rnoka

He okasblBaeTCs, MM rMoMoraeT Halll
doHa, — dopMupyeT 1 oTnpaBnseT
creLmasnbHble KOPOBKM afapecHom
nomoLun. Kaxpaasi Us H1x cobupaetcs
VMHOVBUOY&SIbHO NOL, KOHTPOSIEM
Halwmx Bpadei. B pesynbTtate
nogoneyHble hpoHaa MoryT
NMpaBUIbHO 3a60TUTLCH O KOXe

1 XOpoLUo cebsi YyBCTBOBATb.

OpHako HeCcMoTps Ha To, YTto 1 B3

M UXTUNO3 MMEIOT KOXHbIE MPOSIB/IEHUS,
MPUHLMMMANBHO 3TW 3a60MeBaHma

— pasHble. No3ToMy NPUHLMMBLI yXxoaa
3a KOXel 1 MefyKaMeHTbl 30ecb
TakXe OT/INYaKOTCS.

[aBainTe 3arnsaHeM BHYTPb KaX oM
«KOPOBKM XMUIHW» N PACCMOTPUM
ee cofepXxmnmMoe.
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Kopo6ka
ANna «6a6ouKku»

Kopo6ka
AN KPbI6GKN»

YT0 B KOpPObGKE: Yo B KOpOGKE:
[y6uaTble 1 ceTyaTtble MOKPbLITUSA, YBnaxHsitowe Macna, Kpema, resnv,
crieumasibHble BUHTBI U candeTky, Masu, 3MyNbCUU N JTIOCbOHBI.
6eccnvpToBble aHTUCEMNTUKY, KpeMa
DOJ151 38KMUBEHNS KOXU.

Kak pa6oTaloT MeauKaMeHTbI: Kak pa6oTaloT MeguKaMeHTbI:
[MepeBsi30YHbIE MaTepuasbl UrpatoT CpepcTBa BOCMOJHAOT, HAMOJHSAIOT,
POSIb BTOPOM KOXU. nUTaloT U BOCCTaHaBMBAIOT
OHW yMeHbLLaoT 6071b, MOBPEXAEHHbIN KOXHbIN 6apbep,
obneryatoT ABNXEHWS], YCKOPSKOT YCTPaHSAIOT CYyXOCTb, LWeNyLLIeHne,
3aXMBIIEHNE PaH U NPEnATCTBYOT KOPKU U TPeLLMHbI.
X MHOULIMPOBAHMIO.

Hapy>xHble npenapatbl nrpatot
[OMONTHUTESIbHYIO POJIb U MOMOTatoT
OCHOBHbIM «TepOsiM» — MOBSI3KaM.
Kak 4yacTo Hy>XHO UX UCronb3oBaTb: Kak yacTo Hy>HO Ux ucnonb3oBarb:
E>xxepnHeBHO nnn Yyepes aeHb. ExenHeBHO, B naeane — HaHOCUTb

Kaxnable 3 yaca.

* Heob6xoauMblv HAGOP CPEeACTB A5 KAXA0M «6aboyKM» 1 «PblOKU» BaApPbUPyeTCs
B 3aBMCHMMOCTU OT pOopMbl 3a60/1€BaAHMS
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