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Llesib — BBIsIBICHHUE YIOBICTBOPEHHOCTU POANTENEH (3aKOHHBIX NPEACTaBUTEIIEH ) Ka4eCTBOM MEAUIIMHCKOM TOMOIIH, OKa3bIBac-
MOM UX JIeTSAM-MHBAIUAAM, Ul JalbHEHIIero COBepIICHCTBOBAHMS JAHHOIO BUJIA YCIIyL.

MarepuaJjbl u MeToasbl. [IpoBenén conponornueckuii onpoc 506 3aKOHHBIX MPEICTABUTEINEH HECOBEPIIIEHHOIETHHX (B BO3pacTe
OT pOosK/IeHNs 710 17 JeT), UMeIomuX cTatyc pedénka-nHBannaa. Jlnsaiin ncciaenoBaHus: OJHOLEHTPOBOE, HEPAHIOMU3UPOBAHHOE,
HEKOHTPOJIUPYEMOE.

Pe3yabrarhl. AHann3 ycnoBuil mpoxXnuBaHUs PeOEHKA-MHBAINIA B CEMbE, OLEHKA POIUTENIIMUA COCTOSHHMS €T0 310POBbS, MPO-
011eM, BO3HHMKAIONMX HPpH 0(GOPMIICHHH WHBAIUIHOCTH M OKa3aHUM MEAWIMHCKON M peabMIINTAI[OHHON MOMOIIH, W BOIIPOCOB
ME/IMKO-COIMAIBHOTO COMPOBOKACHNS MO3BOIMIN OIPEIETUTh MON0KEeHNE JTaHHON 9acT! AETCKOTO HACEJEHUs B COBPEMEHHBIX
MIPABOBBIX ¥ MEMKO-COLUATIBHBIX YCIOBHsIX. OCHOBHBIMH IPOOIEMaMH OKa3aInuch cOOp GOBIIOTO KOJIMYECTBA JOKYMEHTOB TIPH
oopMIEHIN MHBAJIMIHOCTH, AIUTEIBHOE OKUJAHUE JHS AKCHEPTH3bI, OTIAIEHHOCT OI0OPO MEIUKO-COIMAIBHON AKCIEePTH3EI,
HEIOCTATOK Bpauel-CreNUaaIicToOB, MPOOIEMbl C TOMy4YEeHHEM JIbIOTHBIX JIEKAPCTBEHHBIX MPENapaToB, OTCYTCTBHE YUéTa MHAU-
BHJTyaJIbHBIX OTpeOHOCTEH peO&HKa Ipy MPOBEACHUN NHUBU/TyaIbHBIX IIPOIPaMM peadiInTayu, HeoOXOAUMOCTb 00paIaThCs
TIPU 9TOM B Pa3Hble OPTaHU3ALUH U BEJOMCTBA, HApyIICHNE MPaB MPH OKA3aHUU MEUIIHHCKHUX yCIyT peOEHKY-HHBATHY.
3akuriouenne. [lomyuennast vHGOpManus sBISIETCS] BECbMa 3HAYMMOM JUTs IaIbHEHIIIEr0 COBEPIIICHCTBOBAHHS OKa3aHHUsI MEIMKO-COLIH-
AJILHO TIOMOIIN JETSM-WHBAJIMIAM 1 JICTSM C OTpaHMYEHHBIMHI BO3MOMKHOCTSIMU. [ JIaBHO# 3a/1aueii cerofHs sBIsieTcst pa3paboTka Me-
XaHU3MOB BBIIOTHEHHS JIEKJIAPUPOBAHHBIX TIPaB M CBOOO/] HHBAIUIIOB, 00S13aTEIBCTB, MPUHATHIX TOCYAPCTBOM MO OTHOIIEHUIO K HUM.
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Satisfaction of parents (legal representatives) with the quality of medical care provided to their disabled children

National Medical Research Center for Children’s Health, Moscow, 119991, Russian Federation

The aim is to identify parents’ (legal representatives’) satisfaction with the quality of medical care provided to their disabled chil-
dren to improve this type of service further.

Materials and methods. A sociological survey was conducted of 506 legal representatives of minors (aged from birth to 17 years)
with the status of a disabled child. The study design is single-center, non-randomized, uncontrolled.

Results. An analysis of the living conditions of a disabled child in the family, the parents’ assessment of his health status, the problems
arising in the registration of disability, in the provision of medical and rehabilitation assistance, and issues of medical and social support
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made it possible to determine the position of this part of the child population in current legal and medical and social conditions. The main
problems were the collection of a large number of documents when registering a disability, a long wait for the day of examination, the
remoteness of the medical and social examination bureau, the lack of specialist doctors, problems with obtaining subsidized drugs, the
lack of consideration of the individual needs of the child when conducting unique rehabilitation programs, the need to apply at the same
time to various organizations and departments, violation of rights in the provision of medical services to a disabled child.

Conclusion. The obtained information is very significant for further improving the provision of medical and social assistance to
disabled children and children with disabilities. The main task today is to develop mechanisms for implementing the declared rights
and freedoms of persons with disabilities, the obligations assumed by the State concerning them.

Keywords: children's population; incidence, disability; medical and social expertise; medical care; individual rehabilitation
programs, sociological survey
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OOH o npaBax uHBaJIKMIO0B' couerasa oodIee U Crelu-

aJbHOE AHTHINCKPUMUHAIMOHHOE 3aKOHOIATEIHLCTBO
B OTHOIIICHUHM WHBAJIUIOB, KOTOPOE OXBAThIBAJIO TaKue 00Ja-
CTH, KaK YCTAHOBJICHUC U 3alllUTa UX IPaB, MPHUCIIOCOOICHUC
00BEKTOB (hU3UICCKOM CPEIbI U HY KT 3TOM KaTeTOPUH JIHII,
obecriedeHre (PMHAHCOBOI ITOMOIIHN (COIMAIFHBIC BBHITUIATHI),
oOpa3zoBaHme, peaduiInTaIis ¥ MEIUITMHCKAs moMotb. [o-
cie parnpukanun’ KOHBEHIIMU B [OJUTHKE U CTPATETUAX 110
00CCIICYCHUIO MPaB JICTCH-UHBAIUIOB, B TOM YHCIE JCTel
C OTPaHUYCHHBIMH BO3MO)KHOCTSIMHU 3[I0POBbS, MPOU3OILIN
pelIaroIre H3MEHEHHS, KOTOPBIC BBIBEU Pocchio Ha HOBBII
YpOBEHBb 00ecTIedeHNs TIPo0IIeM HHBATHIHOCTH [1].

CeromHs TPyIHO HAaWTH Takoil Bompoc B cdepe ACTCKOI
WHBAJIMTHOCTH, KOTOPHIA B TOW WJIM MHOW CTENEHW HE OBbLI
OBl OCBELIEH B JOKyYMEHTaX HOPMAaTUBHOTO IPABOBOTO Xa-
pakrepa, CTpaTerusx ¥ KOHICIIUSAX Pa3BUTHs 3alUTHI Ce-
Mel ¢ TeThbMU-HUHBAIUIaMHU, ToMoIn uM. OTHAKO TIpaBa Je-
TeH-MHBAINUOB TPYIHO Pealn3yeMbl H3-3a THKEIOTO IMOIO-
JKSHHS CeMei, HeJoCTaTOYHOW WH()OPMHUPOBAHHOCTH O HUX.
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Baxno, 4TOOBI HaMEeUYCHHbIEC IUIAHBI ACHCTBUTEIBHO OBIIH
BBINOJTHEHBI HA YPOBHE HE TOJBKO HOPMAaTHBHOTO MPaBOBO-
TO PeryJaupOBaHusl, HO U JOHECEHHS yCIyT JI0 MOTPEOUTENS.
B ycioBusax mepexona Ha HOBbIE IpaBHJIa OKa3aHUS yCIyT
Ka4eCTBO MEIUIIMHCKON MOMOIIY AETIM-UHBAIMIaM MEHS-
€TCsl OYeHb MEUICHHO, a B HEKOTOPBIX CIydasx Jake yXy/-
maetcs [1]. OnHako B HAay4yHOM JIUTEpaType OTCYTCTBYET
nHpopMaIs 00 OCOOCHHOCTSX OpTraHW3aldHd U OCYIIECT-
BJICHUSI MEUIIMHCKOM MTOMOIIHN AETAM-UHBAINIAM U OLEHKE
€€ KayecTBa POLUTEIIMH.

Heab nanHO# pabOThl — BBISIBICHHE YIOBICTBOPEHHOCTH
ponuTernell (3aKOHHBIX IIPEJICTaBUTENEH) KaueCTBOM MEIH-
IIMHCKOI ITOMOIIIN, OKa3bIBAEMON X JETSAM-WHBAIMIAM, IS
JTATbHEHIIIETO COBEPIICHCTBOBAHMS IAHHOTO BH/IA YCIyT.

MaTepna.m)l H METObI

B 2019-2020 rT. mpoBeseHO BRIOOPOYHOE MCCICIOBAHUE
MyTEM COIMOJIOTHYECKOTO OIPOCa POAMUTENEH MIIH 3aKOHHBIX
MIPENICTAaBUTENCH HECOBEPIICHHOJISTHUX, MMEIOIINX CTaTyC
peOeHKa-NHBAIKIA, HAXOAUBIINXCS B OTACICHUSIX Pa3InIHO-
ro npoduins GIAY «HarmoHanbHBI MEIUIIMHCKUN HCCIIe-
JIOBaTeJIbCKUN LEHTp 370pOoBbs nereily Munsapasa Poccuu
U TIOyYaBIINX MEAWIIMHCKYIO TIOMOIIb B paMKaX CHCTEMBI
00513aTeTTHHOTO MEIUITHHCKOTO CTPAaXOBAaHUS.

JluzaiiH uccrienoBaHus: OZHOLICHTPOBOE, HEpPaHIOMU3U-
pPOBaHHOE, HEKOHTpOJIUpyeMoe. MHUHUMAaIbHBIH 00bEM BbI-
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0opku ObLT onpexesicH mo tadmune B.U. Ilanuorro ¢ pormy-
mieHueM 5% ommoku [2].

OCHOBHBIC KPUTCPHUU BKITFOUCHHS

* Hannuue y peO&HKa cTaTyca HHBAIUIA;

* BO3pACT OT poxaeHus 10 17 neT;

* uH(pOPMHUPOBAHHOE COIIACHE POIUTENICH;

® OTCYTCTBUC TNCHUXHNYCCKUX 3a00JIeBaHUN U JIMYHOCT-

HBIX OCOOCHHOCTEH PECIIOH/IEHTOB, KOTOPBIC MOTIH
OBl MOBJIHATh HA MPABWIBHOCTh M aJCKBATHOCTH OT-
BETOB.

AmnKkeTa pa3zpaboTaHa B JaOOpaTOpUN COLMANBLHON IeAH-
atpun 1 kadectBa xxu3Hu OI'AY «HanroHanbHBINH MEIUITHH-
CKUI MCCJeI0BaTeIbCKUM LIEHTP 3/10pOBbSl JAETEi», yTBEp-
JKJICHA JIOKAJIBHBIM HE3aBUCHMBIM ATHYCCKUM KOMHUTETOM H
COCTOHT U3 CICAYIOIINX OJIOKOB BOTIPOCOB:

* YCIIOBHSA KHU3HH PeOEHKA;

* OIICHKA COCTOSHUS 3I0POBhS PEOEHKA POANUTEIISMH;

* mpobneMbl 0hOPMIICHHUS] HHBAIMTHOCTH;

¢ OLCHKa poAuTCIIAMU Me}II/IIlPIHCKOﬁ )41 pea6l/lﬂl/ITaHI/lOH—

HOW MOMOIIH.

B pamkax maHHOTO HcCiemOBaHHS OBLT MPOBEAEH OMPOC
506 3aKOHHBIX MPECTABUTEICH HECOBEPIICHHOIETHUX (Cpe-
uuit Bo3pact 33,3 + 13,3 roga). Cpenn Hux 051710 89,9% XeH-
mH (cpennuii Bozpact 33,2 £ 6,8 rona) u 10,1% myxuun
(cpennwmii BozpacTt 33,5 + 19,6 rona). bonbmas yacts (77,9%)
OTPOIICHHBIX CEMCH SIBIISUTUCh TOPOJICKUMH JKUTCISIMHU,
22,1% — cenbCKUMH.

CpenHuii Bo3pacT neTe-WHBATUAOB cocTaBmsin 7,10 +
5,35 roma. Cpemur Hux 661710 53,1% MansunkoB U 46,9% neBodek.
Ha momeHT onpoca aeTH-uHBaINAbI B Bo3pacTe 110 1 roza coc-
taBisn4,3%, 1-3 mer—39,9%,3—7 net—19,8%, 7-12 ner—
22,3%, 12—18 ner — 13,7%.

[Ipu aHanM3e MaHHBIX HCIIONB30BAIICH CTAHIAPTHBIC Me-
TOJIBI OTIMCATEIHFHON U aHATUTHYECKOM CTaTUCTUKU: a0COITIOT-
HOE 3HAYCHNE, TPOIICHTHAS JI0J. Y YUTHIBAs, YTO BEIOOpKA B
uccienoBanuu Obia Oonee 50 uyenoBek, MpoBepKa Ha HOP-
MaJIbHOCTh PacHpe/IesIeHUs IIPOBOAMIACH C TIOMOILbIO KpUTe-
pust KonmmoropoBa—CmupHoBa ¢ nornpaskoit JInnmauedopcea, a
TaKKe TOTOTHUTEIBHO C HCTIOIB30BaHIEM BU3yaTbHOTO METO-
Jla — aHaIn3a rucTorpaMm. J{Jist cpaBHEHUS KOIMMIECTBEHHBIX
JTAHHBIX TTPUMCEHSIIN MapaMeTPUIEeCKUe METOIBI CTaTHCTHYE-
ckoro aHanm3za (t-xpurepuit Ctetofenta). [Ipu onucanuu gan-
HBIX MCIIOJIb30BaIU cpeniHee 3HadeHue (M), cTanIapTHOE OT-
kioHeHue (6). OOpaboTKy JaHHBIX TPOU3BOANIIN C TIOMOIIBIO
MaKeTa CTaTUCTUYECKUX IporpaMM «Statistica v.6.1» («Stat-
Softy») u mporpammer «Microsoft Office Excel 2010».

Pe3yabTarsl

Ycnoeus ycusnu oemei-uneanuooes

Uwuco neTei B ceMbsiX PECTIOHICHTOB Kosie0anoch ot 1 10
8 uenosek (B cpennem 2,0 + 1,05). MHOTOJETHBIMU SIBISUIACH
21,6% cemeii. B 2% ciiyuaceB B cembe ObUIO 2 peOCHKA-UHBA-
mupaa, B 0,3% ciayyaeB — 3. CpenHee 4nciao 4JIEHOB CEMbH,
[IPOXKUBAIOIIMX BMECTE, cocTaBisuio 4,1 + 1,40.

B GompummacTBe ciydaes (84,1%) ceMbr OBLTH TTOHBIMA,
B pa3BoJie HaxXoauwiuch 9,5% poaureneit, 3,6% pecrioHIEHTOB
SIBIISLITUCH POJTUTEISIMU-OTMHOYKAMH.

B ocHOBHOM HaOIOMACMbIC NCTH HAXOIWIHUCh B YIOB-
JIETBOPUTENBHBIX KWIALIHBIX yciaoBusax. Tak, 83,6% u3 Hux
MIPOXKUBAIA B OTIIEIBHOW KBapTUPE MM COOCTBEHHOM JIOME,
TIPH 3TOM CpeIHSS TUTOIMIAIb YKHUJIHIA Ha OJHOTO WICHA CEMbH
cocraBmsiia 14,6 = 11,20 M%, a B 46,5% ciydaeB y aeTei-uH-
BaJIMJIOB MMEJIACh OT/ICJIbHAsI KOMHATA.

bonee monoBuHbI pecioHaeHTOB (59,6%) cunTanu moxo-
JII CBOCH CEMBHU CPETHUMH (JICHET XBaTaeT TOJBKO HA TEKY-
mee MOTpeOIcHNe, HET CPEICTB Ha JOPOTOCTOSIIUE YCIYTH
OT/BIXa, 00pa3oBaHus, 37ApaBOOXpaHeHHs U 1p.), 23,2% —
COWJIM CBOW JOXOJBI BBINIE CPEAHUX (MMEIOIIHECs CPeIcTBa
o0ecreynBaloT TeKyIiee NoTpeOIeHNEe U YCIyTH, HO B CEMbE
OTCYTCTBYIOT 3HAUUTEIbHBIE cOepekeHus). Jloxonsl cBoeii ce-
MbH KakK HU3KHe oueHmn 12,5%, kak kpaitne Huzkue — 0,7%
onpoiueHHbiX. Tonbko 3,9% cuutanu n0XoAbl CBOEH CEeMbU
BBICOKMMH, T.€. JICHET UM XBaTajo Ha BCE HYXKIBL.

B nenom cpenamii 70X0m Ha OHOTO YICHA CeMbH, 0e3 mo-
cobus Ha pebeHka-uHBanmuaa coctasuia 14,4 + 12,8 Twic. pyo.
[Tpu 5TOM Ha NedeHue u peadUIUTAIMIO peOeHKa HHBAJIK/IA B
cpexareM Tparutcs 30,5 + 24,5% cemeliHoro OromKeTa.

Cocmosnue 300p06bs 0eme-uHeaIud0s

HecMmorpst Ha TO 4TO BCE NIETH MMENHU CTAaTyC WHBAIUA,
Oonee momoBuHEI ponuteneit (51,8%) olmeHUBAIN COCTOSTHIEC
3I0POBBS CBOWX JeTeH KaK YAOBICTBOPUTEIHHOE M OKOIIO
ool Tpetu (29,3%) — Kak xopormiee. 3HAYUTEIFHO pexe
POIUTENIN CYUTATH COCTOSHHE 30POBhS UX NETCH TUIOXUM H
oueHb TIoxXuM — B 13,5 u 5,2% cirydaeB COOTBETCTBEHHO.

[IpoBenéHHBIC WCCIICIOBAHUS IOKA3aJId, YTO XPOHUYE-
ckue 3a0oneBaHMA y NeTel, ImpuBenme K (HOpMIPOBAHUIO
WHBAIHAIHOCTH, THATHOCTHPOBAINCH OUYEHb PAHO, B CPETHEM
B Bospacte 4,91 + 4,6 rona, a odopmiicHHE cTaryca «pedé-
HOK-MHBAJINU» — B Bo3pacte 5,9 + 5,1 roga (Tabauua).

Ipu xpoumdeckux GopmMax MaToIorHU, OTHOCSIIUXCS K pa3-
JIMYHBIM KJ1accaM OOJIe3HeH, yKa3aHHBIC TTOKA3aTel i 3HAYUTEITLHO
BapbUPOBAIA. PaHbIIIE BCETO TMATHOCTHPOBAIICEH OONIC3HH HEPB-
Hott cuctemsl (0,8 + 0,3 Toa), COCTOSIHIIS, BOSHUKAIOIIHE B TICPH-
HataneHOM nepuoze (1,2 + 1,0roma). B aTux e cimydasx paHo ycra-
HaBJIMBaJach AETIM MHBaIMIHOCTE — B 1,2+ 1,0 1,4 £ 0,8 rozma
COOTBETCTBEHHO. CIIe/TyeT OTMETHTb, YTO B MOJIABJISOIIEM OO~
IIMHCTBE CJTy4acB XPOHUYCCKUX OOJE3HEH WX BO3HUKHOBCHHUE
OTHOCHJIOCH K JIOIIKOJIBHOMY Tiepromy. Tonbko MaHm(ecTarms
Oore3Helt OpraHoB MUIICBAPECHIS | MOYCTIONOBOM CHCTEMBI, KOTO-
PbIe BIOCTEICTBAM CTaJIM NPHINHON YCTAaHOBJICHHS WHBAJIMIHO-
CTH, TIPOMCXONUIIO B OoJtee mo3aHeM Bozpacte — 7,5+ 5,2 m 6,0 +
5,5 TOz1a COOTBETCTBEHHO.

OdopmiicHHEe WHBAIMIHOCTH, KaK MPABHIO, OBUIO OT-
CPOYCHHBEIM. 3HAYUMOE Pa3IN9He MEXKIY CPEIHUM BO3pac-
TOM TUATHOCTHUKH XPOHHYECKHUX 3a00JIeBaHUI, PUBEAIINX
K (OPMUPOBAHUIO MHBAIUIHOCTH, U O(QOpPMIICHHUS cTaTyca
«peOEHOK-NHBAINA» OBLIO YCTAHOBJICHO NMPH HWHQEKIHMOH-
HBIX 0OJIC3HSX, OOJIE3HIX HEPBHOM CUCTEMBI, CUCTEMBI KPO-
BOOOpAIICHNS, OPTaHOB JBIXaHUS U MUIICBAPCHUS, KOXKA U
TTOTKOYKHOW KIIETYATKHU (Tabnmia).

B cTpykType 0o0mIeil WHBATUAHOCTH Y JETEH, BKIIOUEH-
HBIX B HCCIIEIOBAaHME, MEPBBIC PAHTOBBIE MECTa 3aHUMAN
6one3nu opraHoB nuuieBapeHus (21,5%), HEpBHON cHCTEMBI
(20,7%), xoxxu 1 nopkoxHo kietyarku (11,4%), BpokaéH-
HBIE aHOMAJINH 1 HacieicTBeHHbIe Oonesnu (10,4%). loBob-
HO pacrpOCTPaHEHHBIMHI OBUIM MATOJOTHYSCKUE COCTOSHHS
nepuHaTanbHOTO nepuoaa (7,4%), 60ne3Hu CHCTEMBI KPOBOO-
Opamenus (6,9%), KOCTHO-MBIIEYHOH cucTemsl (6,4%). H-
BAJIM/THOCTh, OOYCIJIOBJIEHHAsT WH(EKIMOHHBIMU OOJIE3HIMHU,
ObLTa BhIsSIBIICHA B 3,2% Cily4acs.

O Haj W4Yu¥M COIYTCTBYIOUICH XPOHUYCCKOW ITaTOJIOTUH
y pereit coobmmmm 61,4% onpomenabx. Cpeau ImaTolo-
rui mpeobnaganu 6ome3nn rmasa (19%), opraHoB JbIXaHHA
(13,2%), mepsuoii cucremsl (10,3%), opraHoB nuIEeBapeHUS
(10,3%). Criemyer OTMETUTD YacTOTY COMYTCTBYIOLIHUX 3a00-
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SOCIAL PEDIATRICS
CpenHuii BO3pacT THArHOCTHKH XPOHHYECKHX 3200/IeBaHUil, NPUBETUINX K (POPMHUPOBAHHIO UHBAJIHIHOCTH
U opopmIeHHIO cTaTyca «pedEéHOK-MHBATUAY», 10 PA3INYHBIM KJaaccaM Oose3Heil (MKB-10) (iet, M + o)
Average age of diagnosis of chronic diseases leading to disability and registration of a disabled child by various classes
of diseases (ICD-10) (years, M + o)
Knacce 6onesneit mo MKB-10 3aboneBaeMoCTh WuBanuanocts
Classes of diseases (ICD-10) Prevalence Disability p

£
Beero 491446 5.9+5.1 <0.001
Total
Hexotopble nH(EKIHMOHHBIC U Tapa3uTapHbie 00Ie3HU 0.021*
Unspecified infectious and parasitic diseases 27421 3.6£2.1
bone3nu 3HIOKPUHHON CHCTEMBI
Endocrine, nutritional and metabolic diseases 28+24 29+22 0.391
Bone3Hn HEpBHOM CHCTEMBI 08+03 12+1.0 <0.001*
Diseases of the nervous system ) : : : :
bonesnu cucremMbl KpoBooOpareH s 51443 50444 0.021%
Diseases of the circulatory system ’ ) ’ : :
Bosie3Hu OpraHoB JibIXaHHsI N
Diseases of the respiratory system 44+3.4 S4£3.5 0.022
Bonesnu opranoB nuiieBapeHus 75459 86451 <0.001*
Diseases of the digestive system : ’ K : ’
Bose3nn KoK U MOAKOKHON KIETYATKHA %
Diseases of the skin and subcutaneous fiber >8£350 8.944.5 0.001
Bone3nn KOCTHO-MBIIICYHON CHCTEMBI U COC}IHHMTCHBHOﬁ TKaHU
Diseases of the musculoskeletal system and connective tissue 37429 S4+48 0.132
Bonesnn MouenonoBoil cucTeMsl 6.0+55 73453 0.076
Diseases of the genitourinary system ’ : ’ : :
OtzenbHbIe COCTOSIHUS, BOSHUKAIOIHE B IEPUHATAIEHOM TIEPHOJIE 12410 14408 0178
Certain conditions originating in the perinatal period ’ ’ ’ : :
Bpoxxaéunsle anomanuu 33421 35427 0.892

Congenital malformations

HpﬂMe‘laHHe. *Paznuuns co CpEeAHUM BO3pPaCTOM 3a00JIeBaHKSI CTATUCTUYECKH 3HAYNMBI.

Note. *Differences with mean age for the disease are statistically significant.

JICBaHUH, OTHOCSIIUXCS K KiIaccy WHPCKIMOHHBIX 0OJIe3HEH
(6,6%), Oone3Hel 3HIOKPUHHOMN cucTeMsl (6,2%), BPOXKIEH-
HBIX aHOMAJIMI U HACJIEJCTBEHHBIX Oone3Heit (5,8%).

Ilpoonemot opopmnenus uneanudonocmu oemsam

ConpmanbHast MOTUBHPOBAaHHOCTD CEMBH B MOJTyUCHHUH CTaTy-
ca MHBAJIM/A JUIs peOeHKa ONpe/eNsieTCss MHO)KECTBOM TIPUYHH.
Hexotopble ceMbr HE 3aMHTEPECOBAHBI B YCTAHOBICHUHN MHBA-
JUAHOCTH PEOCHKY, T.K. 3TO MOKET OTPA3UTHCSI HA TEPCIICKTH-
BE €r0 JKU3HEHHOro Mapuipyra. He Bce ceMbu IOTOBBI IIPOMTH
CIIOJKHYIO TIPOLIEYpPY YCTAHOBJICHUSI MHBAJIMAHOCTH, COIPOBO-
JKITAIOILYIOCS HEOOXOIMMOCTBIO HEOJHOKPATHBIX ITOCEIICHHI
OrOpPO MeHKO-coIaNbHOM kcriepTr3sl (MCD). [l cenbekux
KUTENEH MaJIOIOCTYIHBI KaK KBaJH(HUIMPOBAHHBIE MEAWIINH-
CKHe YCIyTH, TaK U neguarpudeckue 0ropo MCD, 10 KOTOPBIX
POIUTENSIM ¢ PEOCHKOM-MHBAIIMIOM OBIBAET TPYAHO NOOpaThCs
Kak 110 (pMHAHCOBBIM, TaK M 110 (PU3MIECKUM COOOpakeHusM [3].

Ha ycranoBieHne 1eTcKoil MHBAJIMTHOCTH BIUSIET YPOBEHb
pa3BUTHS MEIUIMHBI M 3APABOOXPAHEHUS, OINPEACIISIONINN
BO3PACTAIOIINE BO3MOXXHOCTH ¥ KaYECTBO TMATHOCTHKH, & TaK-
xe e€ HOCTYNHOCTh. Kputepun ycTaHOBIICHNS] MHBAIUAHOCTH,
KOTOpBIE PUMEHSIOTCA B ciyk0e MCD, 3a nocneanue 10 ner
HEOJTHOKPATHO M3MEHSUIMCh B CTOPOHY OoOJiee TOYHOTO Orpe-
JICJICHHs] CTETICHN HapyIIeHUs (YHKLUH OpraHu3Ma M >Ku3He-
orpannueHui. OTHAKO MEIUIIMHCKHE CIICIUAIUCTHI (3TO Hau-
Oornee gacThIi KaHAN HampaBlieHHs B cay:k0y MCD) Bcé emé
HEJOCTATOYHO OCBEIOMJICHBI O HUX, YTO TAKXK€ OrPAaHUINBACT
BO3MOYKHOCTb TIOJIy4CHHUs] peOEHKOM 3TOTO craryca [4, 5].

B cBsi3u ¢ 5THM NpaKTUYECKUH UHTEPEC MPEICTABIISIET BBISIB-
JIeHHe ITpo0IIeM, BO3HUKAIOIHX ITPY O OPMIICHUH HHBAJIMAHOCTH
y mereid. PesynsTarsl onpoca rmokasaiii, 9To B JAHHOW CHTYaIuu

C TPYAHOCTSAMH CTAJIKUBAINCH 85% PECTIOHACHTOB, MPUHSBIINX
ydactue B uccienoBaHuM. [IoMMMO OCHOBHOU TpyIHOCTH —
cOopa OOJBIIOro KOJIMYECTBA JIOKYMEHTOB, KOTOPYIO OTMETHIIH
72,8% ONpOIICHHBIX, ObUTM HA3BAaHBI JUTHUTCIHHOC OXKHIIAHIIC
JHs 9KenepTrssl (21,2%), oTaanéHHOCTh PACTIONOKEHHsT OF0po
MCD3 (20,9%) u 6omprmme ogepenu (19,7%). K 3HaanmMbivM mpo-
6remaM OBUTH OTHECEHBI HETaTHBHOE OTHOIICHHUE COTPYIHHKOB
(12,8%), orcyTcTBHE HEOOXOAMMBIX Bpadyeh-CICIHAIMCTOB B
cocrase 0ropo (11,0%), HEeynOBIETBOPUTEIBHBIC YCIOBHS IS
Jereit B nomerenny 6ropo MCD (10,4%).

Crnemyer OTMETHTB, YTO He Bcerna ymaércs ohopMuTh
WHBAIMAHOCTH PeOEHKY c mepBoro obpamenus. [1o maHHBIM
HACTOSIIETO UCCIEA0BaHuUs, dTO MPOU301LIO0 ToJIbKO B 80,1%
CITy4aes.

MHorue u3 oIpomeHHbIX ponureneit (42,4%) coobiumy,
YTO NPUYMHA OTKa3a B O(OPMIICHUM MX PEOEHKY MHBAIIUJI-
HOCTH He o0bsicHsutack. Kpome Toro, 22,7% pecnoHneHTOB
3aTPYIHSIINCH OTBETUTH Ha 3TOT BOIPOC, T.€. TAKXKE HE 3HAa-
71 puuuHy oTkaza. Kaxxnomy msatomy pe6euky (19,7%) ne
oopMHIM MHBAJIMIHOCTb, MOTHBUPYSI OTCYTCTBHEM IOKa-
3aHui. JleeKkThl B HANPaBISIONMX JJOKyMEHTaX M HelocTa-
TOYHOE 00cieIoBaHue ObUTH BBISIBICHEI B 9,1 1 6,1% cinydaes
COOTBETCTBEHHO.

Ouyenka MeOUYUHCKOI U PeaduIumayuoOHHOu NOMOUU
OemAM-UHBANUOAM

BonpmmacTBO pecnonaeHToB (59,3%) ObIIH ymOBIETBO-
PEHBbI OKa3bIBAEMBIMH MX PEOCHKY MEIUIMHCKUMH YCIyra-
Mmu (30,2% — ycTpauBaroT NoiIHOCTHIO, 29,1% — ckopee
ycrpanBaror). lamy HeyJOBIETBOPUTEIbHYIO OlleHKY 21,7%
omnpoieHHbIX (13,3% — ckopee He ycTpanBarort, 8,4% — He
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ycTpauBarot). B octanbnbix ciydasx (19%) poaurenu 3a-
TPYAHWINCH OTBETUTH Ha 3TOT BOIPOC.

[Tpn BBIICHEHMM NPUYMH HEYJOBJIECTBOPEHHOCTH ME/IH-
LIUHCKUMH yCIIyraMu cBO€ MHEHHUE BbICKa3ainu 83% onpoIieH-
Herx. Camoii pacpocTpaHEHHOW MTPUYNHON B JAHHOW CUTYya-
1M ObLT Ha3BaH HEIOCTATOK Bpaucii-crenuannctos (39,3%).
Bropoe mMecTo 1o yactoTe 3aHMMaa npoodiaeMa ¢ JIbIOTHBIMH
JekapcTBeHHBIMU Tipenapatamu (30,7%), TpeTbe — ouepenn
Ha [IPUEM K IeMaTpy M y3KUM crieruaincTam (25,9%).

JIOBOJIBHO 4acTO HA3bIBAIHMCH HENPAaBWIIBHAS W HECBOE-
BpeMeHHas auarHoctuka 3abomeBanus (19,3%), HexBaTka
COBPEMEHHOTO MeTuIMHCKOTo oOopynoBanust (18,3%), He-
JIOCTYITHOCTb, IIJIATHOCTh HEOOXOIMMBIX MEAUIIMHCKUX YCIIyT
(18,0%), HemocTaTtouHBIN MPOpECCHOHAIN3M U KOMIICTECHT-
HOCTh MeOuIUHCKuX pabotHHKOB (17,0%). Cremyer otme-
TUTh, YTO CPEAN NPUYUH HEYIOBICTBOPEHHOCTH MEIMIVH-
CKHUMH ycIyramu Ha3BaHbl Hea(hexTnBHOE euenue (12,4%)
1 OTHIEHHOCTh METMITMHCKON oprarmu3anuu (9,4%).

BakHpIM pazgenoM MEAMLMHCKOM IIOMOLLM  SIBJISIFOTCS
peabMINTAIMOHHBIC YCIYTH, peajiM3aliisl WHIMBHIYaTbHBIX
nporpamm peaduimranun (MI1P). B pesymsrare onpoca Obuto
YCTaHOBJIEHO, YTO TOJIBKO B 65,2% cilyuaeB HCIIONB30BAIIIChH
meponpusaTust UTTP, mpu sTom mHorue poxurent (78,9%) cran-
KHBAJIMCh C MPOOJIeMaMHu IIPH UX BbINONHEeHHH. Yaliie Bcero 9To
OTCYTCTBHE y4€Ta MHIMBUAYaIbHBIX NOTPEOHOCTEH U CKIIOH-
HocTel npu paspadorke meponpustaid UITP (31,2% onpomien-
HBIX) ¥ HEOOXOIMMOCTH 32 KaXkabIM MeponpusitieM NITP o6pa-
IIaThCs B Pa3HbIC OpraHu3aIuy u Begomctsa (24,1%).

Ha HuU3KO€ KauecTBO peaOMIMTAIMOHHBIX YCIYT B paM-
kax WIIP oOpamanu BHuManue 23,5% peCIOHACHTOB, Ha
HEIOCTATOYHbIH uX 00beM — 16,6%. OxauHakoBO yacto (1o
15,3%) onporieHHbIe cOO0IIAaIN 0 HEOOXOANMOCTH OhopMIIe-
HUsI OOJIBIIOTO KOJIMYECTBA JTIOKYMEHTOB M 3HAUYUTEIBHON OT-
JTaN€HHOCTH COOTBETCTBYIOIIEH METMIIMHCKONW OpraHn3alny.

ITpu ompoce OblIO ycTaHOBIEHO, uTO 12,7% poaurensm
HIPUILIOCH OTKAa3bIBAThCS OT NMPEATIOKEHHbIX porpamm WUITP
Juisi peOeHKa-uHBamuAa. [Ipy ATOM NMpUYMHBI OTKa3a OKa3a-
JMCh CaMBIMH pa3Ho0Opa3HbMH. MHorue n3 Hux (53,3%)
3aHUMAJINCh peadMIINTAel CaMOCTOSITEIbHO WM HE 3Ha-
M, KyZia oOpaTuThes 3a ee pazpadborkoit (38,7%). B mpyrux
CITyJasx MPHYUHBI 0TKa3a oT MIIP O6putn cBsi3aHBI C MHEHHEM
00 MX HEJIOCTATOYHOM KauecTBe. PeCriOHACHTbI CYUTAIH, YTO
OTCYTCTBYET YU€T WHAMBH/YyaIbHBIX TOTPEOHOCTEH U CKIIOH-
Hocrei pedenka (31,4%), meponpusitus UITP mpoBonsiTcs He
B 1o;THOM 00b6&Me (25,5%). Hekoropsie ponurenn (24,8%) co-
MHEBAJINCh B HEOOXOIMMOCTH MX ITPOBEICHUS.

Otmeudanach HEJOCTaTOYHAsl JOCTYITHOCTh CaHATOPHO-KY-
POpPTHOTO JieueHUs Ui AeTei-uHBanuaoB. OCHOBHAs 10 pe-
croHIeHTOB (82,2%) coo0IIuIH, YTO NX PeOEHOK HU pa3y He T0-
JIy4asl JaHHbIN BUJ MeauIMHCKoU momoniu. Tonbko 9,9% u3 Hux
TIOJTyYaJTH €ro BCer/a, Kora Toro TpeboBaau MEUIUHCKHE 10~
Ka3aHus, 7,9% — He Bceraa, HECMOTPS Ha HaJIMIHe TTOKa3aHHH.

3HanM B NOJHOM MEpe HOPMATHUBHBIE ITPABOBBIE JTOKYMEH-
THI, 3aIIUIIAIONINE TTpaBa pebéHKa-nHBaIuaa, 15,4% npuHss-
IMX y4acTue B onpoce, 56,9% U3 HUX cuuTajiu, 4YTO 3HAHUN
HEJ0CTaTO4YHO, a 27,7% pecrnoHeHTOB 3aTPyAHUIUCH OTBE-
TUTH Ha ATOT BOIIPOC.

Hapymenus mpaB npu OKa3aHWM MEIUIUHCKON TTOMOIIH
peOEHKY-UHBAINIY UMETH MecTo B 52,5% citydaeB U ObuIn
pa3uuHbBIMH. B OCHOBHOM pECHOH/IEHTHI yKa3bIBalld Ha Ha-
pylleHHe IpaBa Ha BHIOOpP Bpada M JIeYeOHOTO yUpexkKIeHUs
(o 18,2%). O mapymieHuu rpaB Ha 00CIICIOBaHUE, JICICHUE U
COZIep’KaHUE B YCIOBHSX, COOTBETCTBYIOIINX CAHUTAPHO-THU-

THEHUYECKUM TpeboBaHUAM, cooduu 11,8% onporeHHbIX.
Crenyer oOpaTHTh BHUMaHHKE, 4TO B Kaxk10M 10-M ciydae po-
JUTEJIN YKA3bIBAIM Ha HapylLIEHHE NpaBa Ha KOHCYJIBTALUIO
y ApYyroro Bpaya W IOJIy4EHHE ITOJTHOW M JOCTOBEPHOH WH-
(dopmaruu o 310poBbe pedEHka. JloBombHO wacTto (21,8%)
PECIIOHACHTHI HE MOIVIM KOHKPETHO OTBETHTh Ha JJAHHBIN BO-
npoc.

[Monarnstoree GombIIMHCTBO pomutencit (75,4%) He 00-
pamanich HUKyIa ¢ jkajnobamu 1o jaHHOMY ToBoay. Yarie
Becero (17,4% cmydaeB) »anoObl Ha HapyIICHUS TIPEIbSBIIS-
JMCh PYKOBOACTBY MEIWIIMHCKOW opraHm3anuu. BaxHo oT-
METHUTh, 4TO Masio (1o 2,9%) ObIJI0 00paIeHN poauTenei B
CTpaxoBble KOMIIAHUH U K FOPHCTaM, @ B CYJ{ — B €JMHUYHBIX
ciryyasix (1,4% onpomnieHHbIX).

Oocy:xaenue

Hecmotpst Ha TO3UTHBHBIE H3MEHEHUSI B chepe odecTieueHust
CIICIMAIBHBIX TIOTPEOHOCTEH JeTel-MHBAMIOB Ha COBPEMEH-
HOM 3Tarle, OLCHKA YCJIOBHUI KU3HHU W Ka4eCTBa OKa3bIBACMOM
M MEJUITTHCKON ITOMOIIH B TTOCTICAHIE TOBI HE IPOBOIMIIACK.

Panee o6cy>kmanich mpoOIeMbl, BOSHUKAOIIIE B CEMBSIX,
BOCIIMTHIBAIONINX pebEHKka-nHBamuaa. [Ipexne Bcero, 3To He-
JIOCTaTOYHOCTh MarepualibHO-(DUHAHCOBBIX BO3MOXXHOCTEH
JUTsE 00eCIICUCHHS BeeX MOTpeOHOCTEH peOEHKA, 00YCIIOBIICH-
HBIX €T0 COCTOSIHUEM 3I0OPOBBSI I OCOOBIM CTaTyCOM, HEYIIOB-
JICTBOPUTENFHBIC KIJTUIIHBIC YCIOBHUS, IPOOIEMBI C TOTyYe-
HHEM 00pa30BaHUs, BEICOKAs OIS ACOIMANBHBIX CeMeH 1 ce-
Mel ¢ HeOIaronpusITHBIM ICUXOJIOTHYECKUM KITUMaToM [6, 7].

Pesynbrarel HACTOSIIIETO HCCIEJOBAHUS MOXHO OBUIO
CPaBHHTH TOJIKO C HEKOTOPBIMH M3 HHX. B mepByto ouepenpb
9TO KacaeTCsl MATePHATIBHOTO COCTOSHUS CEMEH ¥ KHTHIITHBIX
ycnmoBuid. Tak, B IpeABIIYIINX HCCIEIOBAHISIX OKoIo 15% ce-
MeH yKa3bIBaJIM, UTO KUBYT 3a YEPTOH OCTHOCTH M 3apIlIaThl
C TpyZOM xBaTaeT Ha nuTanue. Cpean poauTenel neTei-uH-
BaJIMJIOB YacTo ObUIH Oe3pabOTHBIC, ICHCHOHEPHI, CTYACHTHI,
uHBAMAIBI. CBOM JKWIHIIHO-OBITOBEIC ycioBus Oonee 20%
PECIIOHICHTOB OIICHWIIN KaK TUIOXHE ¥ OUeHb Iuioxue [6].

Ilo naHHBIM POBEAEHHOIO HAMM ONpPOCA, O KpallHE HU3-
KOM MaTepHajbHOM IIOJIOKEHUH coolmuimn Toipko 0,7%
OIPOILICHHBIX, OOJiee CTAOMIBHBIM OBUIO COLUAIBHOE I10-
JIOKEHHWE W OJNaronpusTHBIMU KUJIMIIHBIE YCJIOBUS (IIOYTH
TIOJIOBMHA JIETeH MMEJH OT/EJIbHBIE KOMHATBI), KPOME 3TOTO
OOJNBIIIHCTBO ceMeii ObLUTH MOMHBIMU. TakuM 00pa3oM, MOXK-
HO CYHTATh, YTO B HACTOSIIIEE BPeMs TIOJIOKEHHE IeTeii-nHBa-
JIUIOB YAYUIIHIOCH 110 TAHHBIM MTO3UIIHSM.

BwMmecte ¢ TeM ypoBeHb peaOMINTaIlMOHHON U METUKO-CO-
UaJbHOW MOMOLIM JETSM-UHBAJIMIAM M3MEHUIICS HE CTOJb
cymectseHHo [8]. Ilpu mpoBeneHUN COLMATbHO-TUTHEHUYE-
CKUX WCCJICOBaHUI OBUT BEBISBICH HU3KHH ypOBEHb 00Opa-
30BaHMS U 3HAHUH poAWTENel Mo mpolieMe BOCIUTAHUS H
peabmnuranmn ux aereii-naBanuaos. UIIP ocymecTusnacs
B 66,9% cnyuaeB [7]. [lo HamuM JaHHBIM, TOIBKO B 65,2%
Clly4aeB HcIoib30Banuch Meponpustus UIIP u taxke umenu
MECTO CITydyau HE3HAHUSI POIUTEISIMHU O CyIIECTBOBAHHHU Ta-
KO (hOpMBI peaOHIUTAIMOHHONW TTOMOTITH.

Takum o0pa3oM, MpPOBEIEHHOE HCCIENOBAaHUE IO H3Y-
YEHHUIO YCIIOBUH TPOXXMBAaHWS peOCHKa-WHBAINAA B CEMBE,
OILIGHKE COCTOSIHUS UX 370POBBS POAUTENAMH, IIPOOIIeM, BO3-
HUKAIOUIMX TPH O0OPMIIEHMH MHBAIUIHOCTH, OpraHU3alUH
MEUIIMHCKOW M PEeadMIMTAIlMOHHON MOMOIIH, ITO3BOJIMIO
OTIPEICITUTH MOJIOKEHUE JAHHOW KaTEeTOPHH JIETCKOTO Hacele-
HUS B YCIOBUSX COBPEMEHHBIX IIPABOBBIX H METUKO-COITHAITh-
HBIX ITpoueccoB B Poccun:
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» HaOmogaeMble 1eTH HaXOAMWINCH B YHOBIETBOPHUTEIIb-
HBIX KMJIMIIHBIX YCJIOBUSIX, JIOXO/BI UX CEMEH cuHTa-
JIMCh CPETHUMU;

* XpoHHWYEcKHe 3a00NeBaHWs, MPUBEANIHE K (OPMUPO-
BaHUIO MHBAJIMJHOCTH, TMAarHOCTHPOBAINCH B PAaHHEM
JIETCKOM BO3pacTe;

* OCHOBHBIMHM IpOOJNE€MaMH, BO3HHMKAIOIIUMH  IpU
oopMIIeHNN MHBAIMAHOCTH y peOEHKa, OblIM cOOp
OOJIBIIOrO KOJIMYECTBA JOKYMEHTOB, JUTUTEIILHOE OXKH-
JaHWe JHS 9KCIEPTU3bI, OTHAIEHHOCTD PACIIONIOKEHHUS
6ropo MCD;

* B OOJBLIMHCTBE CIIy4yaeB IIPUYMHA OTKa3a B odopmiie-
HUM MX PeOEHKY WHBAJIMIHOCTH POIUTENISIM HE 00bsIC-
HSUIACh;

* CaMbIMM PacNpOCTPaHEHHBIMU NPHYNHAME HEYIOBJIETBO-
PEHHOCTH MEAMIMHCKUMH YCIyTaMH, OKa3bIBAEMbBIMU
JeTsM-MHBAJIWAAM, OBUIM HEIOCTAaTOK Bpadei-Crer-
AJIMCTOB, MpoOJieMa C JIbITOTHBIMU JIEKaPCTBEHHBIMH
npernaparamu, ouepe/id Ha MpUeM K Meuarpy 1 y3KuM

crenuangicTam;
* MHOTHE POJHTENIN CTAJIKHWBAIUCH C MpoOieMaMu Ipu
BbinonHenun UIIP — orcyrcrBue yuéra MHIUBUAY-

ANBHBIX MOTPEOHOCTEH M CKIOHHOCTEW peOeHKa, He-
00XOIMMOCTh 00paIlaThCsl B pa3Hble OpraHU3aldd H
BEJOMCTBA;
* VMEJIM MECTO HapylICHHs INpaB NPH OKA3aHUU MEH-
IIMHCKOH MOMOIIN peOEHKY-NHBAIHTY.
Crparerndeckue HalpaBlIeHUs B PEILCHUH MPoOIeM JeT-
CKOW MHBAJIMJHOCTH B LEJIOM OCTAJINCh MPEKHUMH, OIHAKO
CJICAYET MMOHUMATh, YTO TEIIEPb MPECACTOUT UX pEUIaTbh B CO-
BEPUIEHHO JPYIUX YCJIOBHSX: C OJHOW CTOPOHBI, B yCIIOBU-
SIX TIPAKTUYECKOTO COOTBETCTBUSI POCCHICKOH HOPMaTHBHON
MpaBOBOM 0a3bl B 00JIACTH MHBAIMAHOCTH HOpPMaM KOHIICTI-
LM MHKIIIO3UBHOTO MHpA, C APYroil — KOIJa peajbHbIe yc-
JIOBHS TOJBKO HAYMHAIOT MEHATHCS M MPOOIEMbI JETCKON HH-
BQJIM/IHOCTH OCTAIOTCS aKTyaJbHBIMHU.
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