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MPOBAEMbI B3AUMOAENCTBUS NMALLUEHTOB
C NEPBUYHBIMU UMMYHOAEPULLUTAMU
C COUUAABHBIMUN UHCTUTYTAMU OBPA3OBAHMUA

U BOCINUTAHUA

AHHOTAUMA. B AQHHOW CTATbE ABTOPAMM MCCAEAOBAHBI OCHOBHbIE MPOOAEMbI AULL, MMEIOLLLMX MEPBUYHBIE MMMYHOAETOULLATLI B
YCAOBMAX COBPEMEHHOM COLIUTAM3ALMM M AACNTALUK. YKA3AHHAS rpynna NALMEHTOB IBASETCH AOCTATOYHO 30KPbITOM, B CBA3W C
TEM, YTO NEPBUYHBIE MMMYHOAECOULLUTBI IBAIIOTCH OPADAHHBIMM 3060AEBAHUIMM O HUX MPAKTUHECKM HUYETO HE U3BECTHO OObLIBA-
TEAO. [TOSTOMY HAPSAY C AMYHOCTHBIMU MPOBAEMAMMU NALMEHTbI C MEPBUYHBIMM MMMYHOAEOULUTAMM UCTILITLIBAKOT HEMPUHS-
TME COLIMYMOM, HEXXEAQHME NMPEACTABUTEAEN PA3AMYHBIX COLLUAABHbBIX MHCTUTYTOB BKAIOYATLCS B PELLIEHME MX XKMIHEHHO BAXKHbIX
npobaem. HapsAy C 3TMM OLLLYLLLOETCS HEAOCTATOYHOCTb TEOPETUYECKMX U MPUKACAHBIX UICCAEAOBAHMIM AQHHOM MPOOAEMATUKM.
Pe3yAbTaTbI SMMUPUYECKOTO MCCAEAOBOHMS MOKA3bIBAKOT, YTO OOABLLUMHCTBO MALLMEHTOB UCMbITLIBAKOT MPOOAEMbI MPU B3AMMO-
AEWNCTBMM C APYTMMM AETBMU U MEACrOramm B CUCTeMe 0OPA30BAHMA M BOCMUTAHWUS AETEN. M €CAM HO MEePBbIX TOACX >KM3HMU
OCHOBHOM NMPOBAEMOM MPEACTABUTEAEN YKA3AHHOM IRYMMbl SBASETCSH 06ecneyeHme CTEPUAbHOTO KAMMATA B OBPA30BATEABHOM
YYPEXAEHUM, OTCYTCTBME CMNELMAAMIMPOBAHHBIX AETCKMX YHPEXAEHMM, OTCYTCTBUE B AETCKOM COAY CMELIMAAMCTOB-MEAMNKOB, TO
YK€ HOAYMHAS C MACALLIEN LLIKOAbI HO MEPBbIM MACH BbIXOAAT TOKME KAK, HETOTOBHOCTb MEPCOHAAQ K PABOTE C AETbMU, UMEIOLLIN-
MU NEPBUYHBIE UMMYHOAEOULLUTBI, HEXXEATQHUE MOHUMATb YHEHMKA C MEPBUYHBIM MIMMYHOAEULIUTOM CO CTOPOHBI YHUTEAEN U

OTCYTCTBME CNEUNTAAMCTOB, CNOCOBHbIX OKA3ATb MEANLIMHCKYIO MOMOLLLb.

KAloueBble CAOBQ: MALMEHT, OOAE3Hb, COLMAAM3ALMS, COLIMAAbHbBIE NHCTUTYTbI.

TpaHCOOPMALMI COLMAABHOTO MPOCTPAHCTBA MPUBEAQ
K OOPMMUPOBAHMIO HOBBIX YCAOBMI AAS COXPAHEHMS 3A000BbS
OOLLLECTBA B LLEAOM M KAXKAOTO MALMEHTA B YOCTHOCTU. Baaum-
MOAEMNCTBMA MALUMEHTA HE TOABKO B CBA3KE MALUMEHT-BPAY, HO
U MALMEHT-COLMAAbHbBIE UHCTUTYThI, TPEDYIOT OT HEFO MPMUHS-
TME U PEAAM3ALMIO BAXKHBIX PELLIEHUM C LLEABID COXPAHEHMUS
3A0POBbI U AAEKBATHOWM COLMAAM3ALMM. OCOBEHHO CAOXHbI-
MM BUASTCSH B3AMMOAEMNCTBUS MALLMEHTOB C MEPBUYHBIMU MM-
MYHOAEDULIUTAMM (BDOXKAEHHBIMU OLLIMOKAMM MMMYHUTETA
— BOW) c NpeACTOBUTEAIMU PASAMYHBIX COLMAABHBIX MHCTU-
TYyTOB. [leproa 1 pa3max PedPOPMUPOBAHUA TOCYACPCTBEH-
HOro YnNpPABAEHMA 3AXBATLIBAET PA3AUYHLIE CCbepr KM3HU
AIOAEN, B TOM YUCAE CUCTEMY OBPA3OBAHMSA, KOK COLMAABHO
BAXKHOTO CyObekTa NPEeAOCTABAEHUS TOCYAQPCTBEHHbIX M MY-

HULLMMNAABHBLIX YCAYT.

MepBuiHbiM  MmmyHoAeULMT (ITMA) 9BAFETCA HACAEA-
CTBEHHbIM 3000AEBAHMEM, B PE3YALTATE KOTOPOrO HAPYLLAO-
€TCH MEXAHM3M MMMYHHOM 3CALLMTBI, YTO MPMBOAMT K QYTO-
MMMYHHOM MATOAOTUM, MALMEHT CTAHOBUTLCS OE33CLLMTHBIM
K POA3AMYHBIM MHADEKLMAM [1].

AHOAM3 COBPEMEHHOTO COCTOAHUS POCCUMCKMX M 3apY-
BEXHBIX MICCAEAOBOHMIM MO MPOBAEMAM COLIMAAMIALM B CU-
cteme OOPA30BAHMA M BOCMUTAHMA AETEM, MMEIOLLIMX MNep-
BUYHBIM  MMMYHOAETPULIMT, MO3BOASET CAEAQTh CAEAYIOLLME
BbIBOAbI. B HAYYHBIX TPYAOX OCMBICAEHBI OBLLME MPOBAEMBI
B COLMAAM3ALMU AETEW-NALUMEHTOB C PA3AUMYHBIMM HOACAEA-
CTBEHHbIMM 30D0AEBAHUIMM. BbIﬂBAeHO, HTO AT NEPEXMBAIOT
Ccreumdmnieckyto aAanTaUMiO U NPUCNOCOBAEHME K CBOEM
OOAE3HM, YOCTO BOCMPUHUMAKOT CBOE COCTOSHME KAK «HOP-

MOABHOEN UAM AOAXKHOE [2]. Haanyme y aeter opdoaHHbIX 3a-
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B0OAEBAHUM OOYCAQBAMBAET TPEOOBAHMS K YCAOBMAM, HEODXO-
AVMMbIM AAS COLLMAAM3ALNN TOM KATETOpUM rOAXKACH.

Poccumckme MCCAEAOBATEAM QAKLEHTUMPYIOT BHUMAHUE
HQ YCAOBMSIX, HEODXOAMMBIX AAS COLMAAM3ALMM AETEN-UH-
BAAMAOB MO CAEAYIOLLLUM HAMPOBAEHUIM. ITO NPUMEHEHME
P AEKTUBHBIX MOAEAEN M MPOEKTOB AAS MPOBEAEHUI CO-
LUMAABHOM PEeABUAMTALMK AETEWM C HACAEACTBEHHBIMM 3Q-
6oAeBAHMAMM [3; 4]. K HEOBXOAMMBIM YCAOBUAM AAS COLLMO-
AM3AUMM AeTEM C OPCDAHHBIMM 3AOOAEBAHMIMM OTHOCUTCSH
OKQ3AQHWE COLMAABHO-MEAQrorm4eckmx ycayr [5]. Mccaeao-
BATEAM OOOCHOBbLIBAKOT HEOBXOAMMOCTL B MPOJDECCHMOHAAb-
HbIX KOMMETEHLMIX, KOTOPbIMM AOAXHbBI BACAETb MEAQroru
AAS PA3PABOTKM M MPUMEHEHUT MEACrOrMYECKNX TEXHOAOTUI
AAS COLIMOAM3ALIMKM AeTer C OPADAHHBIMM 3AB0AEBAHUIMM
[6]. UMEHHO HOAMYME KOHKPETHBIX KOMMAETEHLMM, B TOM YUC-
A€ MO UHKAIO3MBHOMY OBPA30BAHMIO, MO3BOAJET, MO MHEHMIO
HEKOTOPbIX MCCAEAOBATEAEM, MPUMEHSATb HY>KHblE BOCMMTA-
TEAbHbIE MOAXOAbI AAS COLMAAM3ALMM STOM KATETOPUM AETEM
[7]. TIOAOXMTEABHO OLLEHWMBAS YCUAMS MEAQrOrM4ECKOro Co-
O6LLLEeCTBA MO PA3BUTUIO MHKAIO3MBHOTO OOPA30BAHUS, TEM HE
MEHEE, NCCAEAOBATEAN KPUTUKYIOT AEITEABHOCTb MHOTUX AET-
CKMX BOCMMTATEAbHbBIX M OBPA30BATEABHBIX OPTAHM3ALMM, HE
BbIMOAHSIOLLIUX MUCCUIO OBY4YEHUA 1 COLLMAAM3ALUM MO OTHO-
LLIEHMIO K AETAM C OTPAHMYEHHBIMM BO3ZMOXKHOCTAMM, BKAIOHAS
aeten ¢ MMUA [8]. XOTS MMEHHO B 3TWX OPraHM3aLMEX pebeHokK
C HOCAEACTBEHHbIM 3000AEBAHMEM AOANXKEH AAAMNTHUPOOBATLCA
K AGAbHEMLLEN OBLLLECTBEHHOM XM3HM [9].

Pe3yAbTaTbI HOLLIErO MCCAEAOBAHMA (ONPOC, N=54) NOKA3bl-
BAIOT KAKME TPYAHOCTU UCHbITLIBAIOT AIOAM C TNA B PA3AMYHbBIX
OBPA30BATEABHBIX YHPEXAEHMUAX. AAS CPOBHUTEABHOM OLLEHKM
TOro, KOK YOCTO YAEHbI ceMbM C MTMA CTAAKMBAKOTCS C PA3AMY-
HbIMKM TPYAHOCTAMM B ODPA3OBATEABHbBIX YYPEXKAEHMAX HOAMM
BbIA PACCYMTAH MHAEKC MO METOAY CPEAHETO, KOTOPbIM M3ME-
PAACS OT O (HE CTAAKMBOAMCH C TPYAHOCTAMM) AO 1 (MOCTOSHHO
WCMbITbIBAAM TPYAHOCTH).

HaLLe BCero TPYAHOCTM UCTIbITbIBAKOT YAEHbBI CeMbM C TTNA,
NOCELLLAIOLLIME MYHULMMNOAABHBIE SCAM U AETCKME CaAbl. M3 Tex
YbU YAEHBI cembu C MUA nocelaan scamr, 50 % yKasbiBAAM HO
TO, 4TO MOCTOAHHO UCMbITbIBAAM TPYAHOCTH. KAIOYEBAS MPUYMHA

— obecneyeHne CTEPUABHOTO KAMMATA B YYPEXAEHMU. Hepea-

KO B ICAM NMPUBOASAT 30O0OAEBAIOLLLETO MAM HE BbIBAOPOBEBLLIETO
pebeHKa, KOTOPbIM MOXKET 3APA3UTb B MEPBYIO O4epPeAb PeBEH-
Ka ¢ MNA. Tak »xe YaeHbl cembmn C MUA, noceLlaioLLme SCAu,
CTAAKMBAKOTCS C OTCYTCTBUEM CMELMAABHBIX AETCKMX YHPEXAE-
HWUM U HETOTOBHOCTHIO MEPCOHAAQ SCAEM PABOTATh C AETbMM,
MMEIOLLIMMM NEPBUYHBIN UIMMYHOAECOULINT (PUCYHOK 1).

Bropoe mecTo Mo MHAEKCY YOCTOThbl TOYAHOCTEM 3AHUMA-
eT MyHl/ILI.l/II'ICI/\beIl;I AeTCKl/II;I CAA. HVIKOI’AO HEe MCMbITbIBAOAM
TPYAHOCTEM B AETCKOM CAAY TOAbKO 16,7%. KAtoueBad npuym-
HQO TPYAHOCTEM AAS TEX, KTO MOCELLLOA AETCKMI COA, TA XE, YTO
U AAS SCAEN — obecrneyeHne CTEPUABHOTO KAMMATA (72% oT
YMCAQ MOCELLABLLMX). TPETb OTMETUMAQ OTCYTCTBME CMELMAAU-
3MPOBAHHBIX AETCKMX YYPEXAEHMN U HETOTOBHOCTb MEPCOHAAC
K paboTte c aAetbmu C [MTMA, OTCYTCTBME B AETCKOM COAY CMeUM-
QAMCTOB-MEAMKOB. ApPYyrMe QaBTOPbI TAKXKE BBIAEAAOT TAKYIO
NPOBAEMY KAK MCUXOAOTMHECKAS] HETOTOBHOCTb CMELLUAAMCTOB
CUCTEMBbI OBPA30BAHMS PABOTATL C AETbMM, MMEIOLLLUAMM XPO-
HU4yeckme 3aboaesaHms [10].

Hay4yHoe OCMbICAEHME B HEODXOAMMOCTU KOHKPETHbIX
BOCTMMTATEAbHbIX MOAXOAOB, BKAKOYASA VIHAMBVIAYOAbeIIZ MOAXOA
K AETIM, UMEIOLLIMM 3aOOAEBAHUSA CAYXA, 3PEHUS, KOTHUTUBHbIE
M3MEHEHUS B 3A0POBbE, HAPYLLEHUA ABUTATEABHOTO ANNAPATA,
Mo3BOAMAO [. B. MNavypuHy BBIAEAUTb BOCEMb TUMOB OOPA30BA-
TEABHbIX OPraHM3ALLMM, MPUEMAEMbIX B CUCTEME OBPA30BAHMS
[T1]. OAHOKO B 3Ty KAQCCUMUKALMIO HE BKAIOYEHbI LLIKOABbI,
B KOTOPbIX MOTYT OOY4ATbCH AETU C NEPBUYHBIM MMMYHOAEDDOU-
LIUTOM, XOT Yy HMUX €CTb 0Ccobble MoTpeBHOCTM, OBYCAOBAEH-
Hble cneumdomkom 3060AeBAHKMM. KOK MPABMAO, K LLIKOAE AETU
c MNA y>K€ HECKOABKO OAQMNTUPOBAAMCH, B PE3YALTATE BMECTO
obecneyeHms CTEPUABHOTO KAMMATA CTAHOBUTCH Boaee HEOD-
XOAMMBbIM MOHUMAHME y4eHuKa C MNA CO CTOPOHbI yYUTEAEN
N HOAM4YMEe CneumnaAmncCTos, CMNOCOBHbIX OKA3ATb MEANLIMHCKYIO
MOMOLLLb. TOK >KE HEKOTOPbIM LLIKOABHWMKAM C BOW HeoBxoamm
TMOKU TpAdomK y4ebsbl (PUCYHOK 2). POCCUMCKMMM MCCAEAO-
BATEASMM MPOCHOAM3MPOBAHA TAKAS POpPMA OByYeHUs KAK
oby4yeHne HA AOMY, M YCTOHOBAEHO, 4YTO HE AA BCEX AETEM
U UX CEMEM BO3MOXHA TAKOBAS GOOPMA M3-30 OPraHM3ALLMOH-
HbIX MpuyHmH [12].

ECTb MCCAEAOBOHMSA, ABTOPbI KOTOPBIX MPEAAQraOT AACQMTU-

POBATh MEXAYHAPOAHbBIA OMbIT AAS PELLUEHUs OPraHM3ALM-

OTCyTCTBHE ClIELUATN3UPOBAHHBIX JIETCKHUX... _ 33,3%

HeroToBHOCTB nepcoHasa K pa6oTe ¢ geTbMu ¢ BOU
OTCyTCTBHE CIENHATNCTOB-MEAUKOB

Arpeccus peteil, poauTtesiel, BocnuTaTeaei

33,3%

B 6,7%
B o67%

PucyHok 1. OCHOBHbIE NPUYUHBI TPYAHOCTEN AAS AeTeW € BOU B ACAAX M A@TCKUX CAAOX
(B % OT YMCAQ OTBETUBLUMX)

KA3AHCKUI COLUAABHO-TYMAHUTAPHbI/A BECTHUK. #1 2021 (1)



HeroToBHOCTB nepcoHasa kK pa6oTte c geTbMu ¢ BOU

OTCyTCTBI/Ie ClienqruaJIMCTOB-MeIUKOB

I 66,7%
I 53,3%

HeB03MOXHOCTb pean3aliu ru6Koro rpaduka... _ 26,7%
O6ecneyenre GpU3NYECKU CTEPUIBHOTO K/IMMATa B... _ 26,7%

OTCyTCTBI/Ie BO3MOXHOCTHU ClIEeqUAJIbHOTI'O MIUTAaHUA

B 133%

PucyHok 2. OCHOBHbIE MPU4MHBI TPYAHOCTEN AAS AeTel ¢ BOU B MyHMLIUNAABHBIX LUKOAGX
(B % OT YMCAQ OTBETUBLUMX)

OHHbIX MPOBAEeM. B YACTHOCTM, AAS CO3AQHUS OAQronpuUaT-
HOM CpeAbl B OBPA30BATEAbHbBIX OPraAHM3ALMIX, TAE MOXHO
MUHUMMBMPOBATE PUCKMU AAS OBOCTPEHMS 3060AEBAEMOCTH
pebeHKa C 3a00AEBAHUAMM, B TOM YUCAE C MEPBUYHBIM UM-
MyHoaeUUMTOM. C.B. COAOBLEBOM MPEAAQrAETCH U3MEHSTL
COOTHOLLIEHME KOAMYECTBA AETEM-MHBAAMAOB M OTHOCUTEAbL-
HO 3AOPOBbIX AETEM (B OAHOM KAOCCE MAM KPYXKE). AAS TAKMX
AENCTBUN AOCTATOYHO MPUHATUS HOPMATMBHOTO AKTA MuHM-
CTepCTBa NpocBeLLLeHns Poccumckon Peaepaumn [8].

MCCAEAOBATEAIMM  BbISBAEHO, HTO AAS  COLIMAAM3ALLAM,
B YOCTHOCTU, AAS MOAYYEHUS HEODXOAMMBIX 3HOHWM M MPAKTU-
4ECKMX HABbIKOB, HEOOXOAMMO MOMMMO OOBLLLETO, AOMOAHM-
TeAbHOe 006pa30BaHME. OHO 3HAYMMO, T.K. MMEHHO 3AECH OCY-
LLLECTBASETCS MPOLLECC AOBPOBOABHOTO BbIGOPA PEBEHKOM
COOTBETCTBYIOLLLETO OCBOEHMUS PA3AMYHBIX 3HAHUM, LLEHHOCTEMN
KYABTYPSbI, 4TO, ©E3yCAOBHO, €ro PA3BMBAET, A MPU XPOHMYE-
CKOW BOAE3HM YAOBAETBOPSIOTCS BOAEE BbICOKME TBOPYECKME
UAM BCTeTHYeCcKme 3anpocsl [13].

Kpy>XKku 1 cekumm Kak doopma AOMOAHUTEABHOM OBPA30-
BATEABHOM YCAYTU 3AHMMAET NITOE MECTO B PEUTUHIE TPYA-
HocTen AAg aeTen C MUA. OCHOBHblE MPUYMHBI TPYAHOCTEM
B KPY>XKKAX M CEKLMIX HAMOMMUHAIOT CUTYALMIO B LLIKOAE: MOYTH
MOAOBUHC OMPOLLEHHbBIX OTMETUAM HETOTOBHOCTb PYKOBOAMTE-
AEM KPYXXKOB paboTaTb ¢ AeTbMM C TMA, 1 NOYTH MOAOBUHA —
OTCYTCTBME CMNELMAAMCTOB-MEAMKOB. TpeTb MHADOPMAHTOB
OTMETUAU HEOBXOAMMOCTb OBECNEYEHMI CTEPUABHOTO KAMMA-
Ta 1 No 18% — HEOBXOAMMOCTb TMBKOro rPACOUKA U HOAMYME

CNeuMaAbHOro NUTAHMA.

CaHATOPUU pexe APYIMX YH4PEXAEHUI BbI3bIBAIOT TPRYAHO-
CTh AAS aeTen C [TUA — BeAb OHM CMELLMAABHO MPEAHA3HAYEHDI
AAS AYEHMA U NPOCOUACKTUKU. TPUUMHBI TPYAHOCTEM — OBe-
crneyeHmne domsnYecKn CTEPUABHOTO KAMMATA B YYPEXKAEHMSX,
HEroTOBHOCTb MEPCOHAAQ K paboTte ¢ aAeTbMmu € BOU u aaxe
Arpeccus OTAbIXAIOLLIMX. [0 MHEHUIO HEKOTOPbIX MCCAEAOBA-
TEAEN, AAS COLMAAM3ALM M3YHOEMOM KATETOPUM AeTEM He-
AOCTATOYHO KPATKOBPEMEHHOM BOAOHTEPCKOM MOMOLLIM MAM
y4aCTHg poamTeAen [14].

Takmm 0BpPA30M, HApPYLLEHWME CBOEro CTATYyCa 3A0PO-
Bbd MAUMEHTAMM C [MMA BOCNPUMHMMAETCA KOK COLMAABHOS
HOPMA. B OTHOLEHUM BOAbHBIX C XPOHUYECKMMU U MHBAAM-
AVMBUPYULLMMM  30O0AEBAHUSIMMU  MPEAYCMATPUBAETCH  TO-
CYAQPCTBEHHAS CUCTEMA AbIOT U TAPAHTUMM. Peaamsytotcs
MPOrPAMMbI MEANKO-COLMAABHOM PEABUAUTALMU U ABU-
AMTALMKU B OTHOLLEHWW MALMEHTOB, MPU3HAHHBIX MHBAAM-

ACMM, OAHOKO, PE3YAbTATH MCCAEAOBAHMM MOKA3bIBAIOT
HEAOCTATOYHOCTb MEPOMNPUATUM, HAMPABAEHHbIX HO COUMA-
AM3ALMIO NAUMEHTOB C OPTPAHHbBIMKM 3AOOAEBAHMIMMU, OCO-
©EeHHO OCTPO 3TA MPOBAEMA MPOIBAIETCS B OTHOLLEHMU AMLL
C MNEePBUYHBIMU MMMYHOAEPULMTAMU. MICCAeAyeEMAs TPYN-
Na NALMEHTOB TPEBYET APYTHX MOAXOAOB B PEAAMIALMU UAEMN
MHKAIO3MBHOTO OOPA30BAHMS.

MaTepuaAbl cTaTbU NOAFOTOBAEHbI ABTOPAMM MPU MOA-

Aepxke rpaHTa PPPU Ne 18-29-14059.
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Zaitseva E.V., Voronina L.I.

PROBLEMS OF INTERACTION OF PATIENTS WITH PRIMARY IMMUNODEFICIENCIES AND SOCIAL INSTITUTIONS OF EDUCATION

Abstract. In this article, the authors investigated the main problems of persons with primary immunodeficiencies in the
context of modern socialization and adaptation. The specified group of patients is rather closed, due to the fact that primary
immunodeficiencies are orphan diseases about them practically nothing is known to the layman. Therefore, along with personal
problems, patients with primary immunodeficiencies experience rejection by society, reluctance of representatives of various

social institutions to be involved in solving their vital problems. Along with this, there is a lack of theoretical and applied research
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on this issue. Empirical research shows that most patients experience problems interacting with other children and educators in
the education and upbringing system. And if in the first years of life the main problem of representatives of this group is fo ensure
a sterile climate in an educational institution, the absence of specialized children's institutions, the absence of medical specialists
in the kindergarten, then starting from elementary school, such as the unpreparedness of staff to work with children with primary
immunodeficiency, unwillingness to understand a student with primary immunodeficiency on the part of teachers and the lack
of specialists who are able to provide medical care.

Keywords: patient, illness, socialization, social institutions.
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