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HenpepbiBHOe MmeauLUHCKoe 06pa3oBaHue

Liepronusymaba naron

OnNpoOCHUK ANA OLEHKU BIMAHUA AepMaTUTa HA CEMbIO

MHpeKc KauecTBa }XU3HU NpU gepmaTtoniormyecknx saboneBaHuax
MeAaWLUMHCKMIA PAabOTHUK

OnpOCHMK ANA OUueHKU BanaHuA 3a6oneBaHMA Ha CEMbIO

CemeiHbIN MHAEKC KAaueCcTBa XU3HU NPU AePMaTONOrNYECKUX
3aboneBaHuAxX

OnNpOCHUK AN OUEHKU KauecTBa }KU3HU pebeHKa ¢ XPOHUUYECKUM
3abonesaHnem

KayecTBO XU3HU

MHAaeKc pacnpocTpaHeHHOCTU U TAXKECTU Ncopurasa
MauyuneHT-OopMeHTUPOBaHHbIN NOAXOA,

MHaeKkc HeaeecnocobHOCTU Npu Nncopuase

OnpoCHUK ANA OLEeHKU YPOBHA CTpecca npu ncopuase
CemelHbIA MHAEKC NCcopUuasa

OnNpoCHUK ANA OL,EeHKU KavyecTBa }KM3HU NpU ncopurase

OnNpOCHUK ANA OLEHKU KauecTBa }XU3HU NPU NCOPUaTUYECKOM
apTpuTte

ONpPOCHUK AN1A OLEHKU KauyecTBa XXU3HU Npu Nncopuase
TepaneBTuyecKkoe obyuyeHMe NaLUEHTOB

BcemupHas opraHusauma 34paBooXpaHeHuUn
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MCOPUATUYHECKAA BOJIE3HD,
OBWECTBO U CTUTMATUSALUA

B mupe mBeT MMHUMYM 60 MUNIMOHOB YeNOBEK C NcopuaTMyeckon bonesHbio!, HO ele 6osblie Noaen
B TOM UM MHOW Mepe CBA3aHbl C Hell (cembd, NapTHEpPbI, 1NLA, OCYLLECTBAAIOLME YXO4 33 NauMeHTamm). ITo
A0BO/IbHO pacnpocTpaHeHHoe 3aboneBaHWe, 04HAKO AOCTYNHON MHPOPMALMM O HEM BCE PAaBHO HEe XBaTaeT.
M3-3a HenpaBW/bHbIX MNpeacTaBAeHUA O fcopuaTUYeckon 60s1e3HWU, MNauueHTbl MNOoABEepPraltTCA CU/IbHOM
CTUrMaTU3aLMM U HecnpaBea/IMBON OUCKPMMUMHALMKM B ODOLLECTBE, YTO TaKXKe OTPaXKaeTCs He TO/IbKO Ha HUX
CaMMX, HO M Ha UX cembsax. Mepea MMLOM 3TUX NPobeM oAU € NCOpUaTUYECKOM 60NE3HbIO YacTo NPUXOAAT K
CaMOoCTUIMaTU3aLMMK.

YTO TAKOE MCOPUATUYECKAA BOJIE3Hb?

Ee 06beKkTamMmM MOTyT ObITb TAMXKECTb

3abonesaHuA, TUN Ncopuatuyeckon 6onesHn? Mcopuatnueckas 60e3Hb — 3T0 CUCTEMHOE,

UN PaCnonoXKeHne o4aros NoOpPaKeHnaA, AaxKe XPOHUYECKOe, HEUHDEKLMOHHOE, 6oNe3HeHHoe

€CJ/IN OHU He BUAHbI Oprma}ommm_ U MHBaanagusnpyouiee 3360neBaHme, nopaxawuee ¢
Pa3NMYHbIE YH4AaCTKKU Tena. B OCHOBHOM 3TO KOKa

Y nogen ¢ ncopmnatmyeckoin 6onesHblo cTpagaeT W/VMAV CyCTaBbl, @ TakKe HOTH.

KayeCTBO XU3HU N NCUXNYECKOoEe 3,EI,OpOBbe?’.

OaHako, xota 06 ?‘TOM roBopAT pexe, ncopunas BblAENAoT ABa OCHOBHbIX TMNa NCOPMATUYECKON 601e3HM:
M NCOPNATUHECKUUN apTPUT BNAIOT TaKKE Ha ncopwuas (McO) n ncopuatnueckuit aptput (McA).

CEMbIO N BAN3KNX NoaeN NaLuneHTa. McA pa3suBaeTca npumepHo B 30% ciy4yaeB U XxapaKTepumayeTtcs

o BOCnasieHnem CcyCtaBos n CyXO)KVII'IMVI.
Bocnpuatue obuectsa — BaXKHbI $haKTop,

CI'IOCO6CTBy|OLIJ,V|ﬁ CTUrMmaTm3auunun B OTHOLWLEHUN o

5 6 c BO3HWKHOBEHMA CONYTCTBYIOLWMX 3a60n1eBaHU, TaKMX KaK
ncopuatndeckom One3t|M. ornacHo . OXMPEHWe, apTepuanbHasa rMNepTeH3uns, caxapHbiii anaber,
nccnenoBaHnAM, obLLMii ypoBeHb 3HaHKIM 06 MeTaboIMYeCKNA CUHAPOM, CEPAEYHO-COCYANCTbIE

sTOM 3aboneBaHUK BCe elle He0CTAaTOUHbIM, 3aboneBaHWA U BOCNasnTe/IbHble 3a60/1€BaHNUA KULLEYHMKA.

XOTA U OT/IMYAETCA B pPa3HbIX CTPaHax. OHa TaKkXxe Cepbe3HO BAMNAET Ha NCUXNUYECKOE 340p0OBbE
N KaYyeCTBO XU3HMWU.

Mpu ncopraTnyeckol 60ae3HM NoBbILAETCA PUCK

CyLLLeCTBYET MHOYECTBO HEBEPHbIX
npeacTaBneHnit o ncopunase. [axe ecnu
YyenoBeK 3HAKOM C 3TUM TEPMMUHOM, OH Mano Sremel e e e (e
npeacTasnseT cebe, YTO 3TO TAaKOE Ha CaMOM
aene. TOT, KTO HUKOTAA He CTaNknBanca

C NcopuraTMyecKoi 601e3HbI0 INYHO UK Yepes
OKPYXXEHWE, KaK NPaBUNO, 3HAET O HEW OYEHb
Mano.

Marno 3HaloT 0 ncopuase

3HaKOMbl C TEPMUHOM «MNCOpPHas»

PacnpocTpaHeHHble npeay6exaeHunA 0 NI0AAX C NCOPUaTUYECcKOoi 6one3HbIo:

— CuwTaloT, YTo NcopuaTnyeckas 6onesHb 3apasHa
— CyuTaloT, YTO NCcopuaTUYecKan 601e3Hb CBA3AHA C NIOXOW TMrMeHoM

— He XoTAT *uTb B 06LLEM AOME, UMETH INYHbIE NN POMAHTUYECKUE OTHOLLEHUA C 60/bHBIM
ncopuasom

— M36eratoT pyKonoxatuii, nouenyes, CUAEHUA 33 OAHUM CTONOM
— He XoTAT BMAETb B 06LLECTBEHHbIX MECTax, Hanpumep, B bacceiHe

Bce 370 cnocobceTByeT AanbHelWeMy pPacnpoCTPaHEHMIO NPeapPacCyAKOB B OTHOLWEHUW OAEN C NCOPUA3OM.
HeKkoTopble NOON HE KenatT APYKWTb, 3aBA3bIBAaTb POMAHTUYECKME OTHOLWIEHMA W Aake NPUHMMATb
Ha/IMYHbIe AEHbIM OT YesNioBEKa C Mncopuatuyeckolr 6onesHblo. [pyrve npeppaccyaku nepevymcineHbl Ha
LiBETHOM BCTaBKe.
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¥W3Hb C YENTOBEKOM
C NCOPUATUYECKOW BONIE3HbIO

O npobnemax, ¢ KOTOPbIMW CTA/IKMBAKOTCA NALMEHTbI C NCOPUATUYECKON HONE3HbIO, M3BECTHO AOCTAaTOYHO
MHOro. 1A OueHKM BAMAHMA 3aboneBaHMA OObLIMHO MCNONL3YETCA PAL WMHCTPYMEHTOB. YacTb M3 HUX
No3BO/IAET OTMETUTb KAMHUYECKUE MPOABNEHUA, OTHOCUTENIbHO JIEFKO M OOBEKTUBHO noajatolmecs
KonnyectBeHHol oueHke. 31o MMT, 3aHATaa ncopuasom, u PASI (MHAEKC pPacnpoOCTPAHEHHOCTUM U TAXKECTU
ncopuasa), coyetawolwmn oueHKy MMNT M TAKECTU NOpPaKEHWUA B AMaAMNa3OHEe OT JIETKOM A0 OYeHb TAXKENOMU
cTeneHu.

Ons KONMYEeCcTBEHHOM OLEHKU BAMAHMA 3aboneBaHMA HaA KayecTBO KM3HWM (KXK) TaKkKe paspaboTaHbl
COOTBETCTBYHOLME UHCTPYMEHTDbI, HANPUMEP, ONPOCHMKN. JTloaM OTBEYAIOT HA BONPOCHI, KacaroLwmeca BANAHNA
ncopuatMyeckon 6onesHn Ha gomallHue aena, paboTy MK WKOAY, OTHOWEHUA, COLMAbHYIO KM3Hb, AOCYT U
T. 4. HekoTopble ONPOCHWMKM, TakMe Kak MHAEKC KayecTBa KM3HM MPU AepMaToNornMyeckmx 3aboneBaHuAx
(DLQI)8, UHAeKe KavecTBa U3HM NpU AepMaToNorMyYeckux 3abonesanmnax y geteit (CDLQI)® uam 3anonHAembli
nauneHTamm OMPOCHUK ANA OUEHKM BAMAHMA AepmaTtosiormyeckux 3abonesaHuit (PRIDD)Y, noaxogsTt ana
BCEX KOXHbIX 3aboneBaHU, a Apyrie paspaboTaHbl cneyuanbHO ANA Nogen ¢ ncopuatmyeckon 6onesHbio,
Hanpumep, NHaekc HegeecnocobHocTn npu ncopuase (PDI) n ONpocHUK ANA OUEHKMU KaYecTBa KMU3HKU Mpu
ncopuase (PSORIQoL)!2. 3T oNPOCHMKM 0BbIYHO CXOXM U PasanYaloTca Koandectsom sonpocos (ot 10 go 25),
O4HaKO HeKoTopble pa3paboTaHbl cneuManbHO A8 KOHKPETHbIX Lenen uamM onpeneneHHon rpynnbl Aoaen.
ONpPOCHUK ANA OUEHKM YpoBHA cTpecca npwu ncopuase (PLSI) paspaboTaH Ana OUEHKM cTpecca npu
NoBCEAHEBHbIX AENCTBMAX, HO He A/1A OUEeHKU BAMAHMA 3aboneBaHMA Ha OGU3MYECKYD CNOCOBHOCTb
BbINONHATL Mx'3. OnpocHukn PSO-LIFE™ n PQLQ® apanTtMpoBaHbl A/1A WMCNAHOA3bIMHOMO W MCAAMCKOro
HaceneHus, COOTBETCTBEHHO. [NA OUEHKM cneumPpuUecKoro BAMAHMA McopuaTMyeckoro aptputa Ha KKK
MCNo/b3yeTca OnpocHUK PsAQoLe:17,

Pa3paboTaHbl U COOTBETCTBYIOWME OMPOCHUKU A5 OLEHKU BAMAHMA 3aboneBaHMs Ha cembio. BONbLWIMHCTBO
N3 HUX OPUEHTMPOBAHbI Ha POAUTENEN AN NINL, YXAXKUBAKOLLMX 33 AETbMU C XPOHUYECKMMU 3a601eBaHNAMM,
Hanpumep, ONPOCHUK O/1A OUEHKM BAMAHUA 3aboneBaHua Ha cembito (IFS)'8, mau pgepmartonormyeckumm
(KoskHbIMK) 3ab0oneBaHUAMM, TakMe Kak ONPOCHMK ANA OUEHKU BAMAHUA AepmaTuTa Ha cembio (DFIQ)™ mnam
CeMelHbI MHAEKC KavyecTBa XM3HM MpU AepmaTonorumyeckux 3abonesaHusax (FDLQI)?C. Opyrue onpocHMKM
npegHasHauyeHbl Ana cemei naumeHTos, Hanpumep FamilyPso?! n PFI (CemelHbi nHAaeKc ncopmasa)??. Oba
ONpPOCHMKA NO3BOJIAKOT OUEHUTb BAUAHUE BONE3HM HA A0CYT, COLMANbHYIO U SIMOLMOHANbHYIO chepy YNeHOoB
CEMbW U NMAapPTHEPOB NH0AEN C MCOPMA3OM.

OnNpOCHMKMK, OPUEHTUPOBAHHDbIE Ha NALMEHTA

Cneuunduueckme gna ncopmatmyeckoim 6onesHun

DLQI, nHAEKC KauecTBa KU3HU NPU AePMaTOIOrMYECKMX
3aboneBaHmnAxd

CDLQI, nHAeKc KayecTBa KMU3HU NPU 4epPMaTONOrMYECKUX
3abonesaHusAx y aetein’

QLCCDQ, onpoCHUK AN OLEeHKM KayecTBa Kn3HU pebeHKa ¢
XPOHUYECKUM 3aboneBaHnem®

OnNpPOCHUKMK, OPUEHTMPOBAHHDbIE HA CEMbIO

IFS, ONPOCHUK ANA OLEHKMN BANAHMA 3a601eBaHNA Ha cembto!’
DFIQ, ONpoCHMK A4/1f1 OLEHKM BAUAHUA AepMaTnTa Ha cemMbiol®

FDLQI, cemenHbIM MHAEKC KAaYeCTBa *KU3HU NpuU
[epmMaTo/iornyeckmx 3abonesaHmnax®
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PDI, nHaekc HeaeecnocobHocTM Npu ncopunasell

PSORIQoL!?

PLSI, onMpoCHUK A/19 OLEHKM YPOBHA cTpecca npu ncopuaszel?
PSO-LIFE®3

POLO, onpocHUK 4711 OLLeHKM KauecTBa KM3HW Npu ncopmasels
PsAQoL'>

Cneuunduyeckue gna ncopuatmyecKkoii 6onesHu

FamilyPso?°

PFl, cemeiiHbli MHAEKC ncoprasa??




Co3paHMe COOTBETCTBYIOWMX OMPOCHWKOB MO3BOJIMIO KO/MIMYECTBEHHO WM3Y4uUTb BAUSHME MNCOPMATUYECKOM
60N1€3HM Ha XWU3Hb MALUMEHTOB U UX cemel. BaxkHO OTMeTWUTb, YTO HU3Koe KX nlogeit ¢ ncopmaTuyeckom
60N1€e3HbI0 NPAMO CBA3AHO C HU3KUM KK uneHoB cemeit, NapTHEPOB M yXxaxusaowmx any2022-26,

BONbLIMHCTBO aKTya/lbHbIX OMPOCHMKOB HaMpPaB/AeHO Ha OLEHKY HeraTMBHbIX acnektoeB 3aboneBaHus.
BcemupHaa opraHusauma 3apaBooxpaHeHus (BO3) onpeaenseT 340poBbe KaK He TONIbKO OTCYTCTBME
3a60/1eBaHUIA, HO TaKKe NnosiHoe $puU3MYecKoe, NCUXMYECKOE U coumManbHoe Baarononyymne. Mcxoaa ms storo
6bin co3gaH onpocHUK WHO-527, OH BK/tOYaeT 5 BONPOCOB O TOM, KaK 4acTo It0AMN UCMbITbIBAOT NO3UTUBHbIE
YyBCTBA, TaKME KaK KM3HEPaAOCTHOCTb, CMOKOWCTBME M no3utme. OnpocHUK WHO-5 ucnonb3yetca npu
LUMPOKOM cneKkTpe 3abonesaHmnin?® 1 TakKe npegnaraercs B KayecTBe BaXKHOTO M HaAEXHOro MHCTPYMeHTa
OLEHKM KayecTBa KM3HWU Npu ncopunase??,

Pe3ynbTaTbl KO/IMYECTBEHHbIX OLLEHOK MOKa3anun, YTo BAUAHUE I'ICOpI/IaTM‘-IeCKOl‘a 6one3Hn Ha KXK He yctynaert
OHKO1I0TU4eCKum, cepgedHo-cocyanctbim 3aboneBaHuaMm u p,enpeccmw”o. o710 roBopuUT O BbICOKOM 6pemeHM
3aboneBaHMA U BAXKHOCTU ero YMeEHbLUEHUA, H606XO,CI,MMOCTM NOWUCKa CTpaTeFMVI ana ynyduweHma KX
nauyneHTos, nx cemen u napTHepoOs.

XOoTA BblLEYNOMAHYTbIE ONPOCHUKKN ABAAKOTCA MOLHbIMU MHCTPYMEHTaMK A1A oueHKM KX, nonyyeHHble ¢ ux
NMOMOLLbIO PE3YNbTaThbl HE B NOJIHOWM MEPE OTPAXKAKOT eXKegHEBHO UCMbITbiIBaeMble Npobaembl Ntofael, KoTopble
KMBET BMECTe C MauveHToM. YTobbl yayylwnTb KayecTBO XKU3HU NauMeHToB, UX cemel (poautenn, bpatba
M CecTpbl, 4e€TM U T. 4.) U NAPTHEPOB Ba*KHO XOPOLWO MOHMMATb, C KaKMMW KOHKPETHbIMU npobnemamu
M TPYAHOCTAMW OHM CTAJIKMBAKOTCA. B MOMbITKE CTUMYNMPOBaTb MCCAEAOBaHMA M Jlydlle MOHATb, KakK
ncopuatmMyeckan 60/1e3Hb BAMAET Ha BAU3KUX ANA NALMEHTOB MloAel 6bl NPeasoXKeH TEPMUH KOKPYXKEHUE
nauMeHTa», XapakTepusyowmii NoA€eN, YbA KU3Hb OKa3anacb 3aTPOHYTa 6M30CTbIO C YE/IOBEKOM, KUBYLLUM
C ncopuaTmnyeckoi 6onesHblo3l. JIMwb paccmaTpuBas NaLMeHTa B HEPaspbiBHOM CBA3SKM C €ro OKPY)KeHWem
MOKHO A06UTbCA peanbHOM U 3HAYMMOM NO/b3bl ANA BCEX.

OKpy:KalolWmx naumMeHTa Ntoaei 4acto ynycKkatoT U3 BUAy, HO Y/eHbl Cemeit U NapTHEPbl He TONbKO BHOCAT
Ba*KHbIM BKNag B KX naumeHToB, HO M caMu cTpagatoT oT yxyaweHusa KX n ncuxuyeckoro bnarononyuus.
MpumepHo 90% uneHoB cemei coobwaloT 0 TOM, YTo 6one3Hb UX POACTBEHHMKA BAMAET Ha UX COBCTBEHHOE
K234, Llenb 3TOro 4OKyMeHTa — MNOBbICUTb OCBEAOMIEHHOCTb O BpemMeHun ncopmaTmyeckon 6onesHu cpeam
NaLMEHTOB M UX OKPYMKEHMA, NPEAJOKNUTL MEPbI NO YAYYLEHUIO UX Barononyyms.

IFPA Inside Psoriatic Disease: Family 6



CEMDbHA

YneHamu cembu naumeHTa obbluHO cuMTaloT poauTenei, 6paTbes M cectep, NapTHEPOB U AeTell. B HeKoTopbIX
KyNbTypax Y1eHaMu Cembu MOTYT BbiTb 6abylKM U AedylWwKU, BHYKW, AAAM, TETU U T. A., KOTOPbIX TaKKe
cneflyeT paccMaTpuBaTb KaK OKPY)eHue naumeHta. B 3TOmM pasgene paccMaTpuBaloTCA MpPaKTUYecKue
M 3MOLMOHa/bHblE NPo6iemMbl, C KOTOPbIMK CTafnKkuBaloTca poautenu (6onee noapobHyo MHPOPMaLMIO
CM. B pasgene «Yxakuarllee nnuo»), 6paTtba u cecTpbl, geTn?324,32:36,

Yacto nonaratotr, 4to 6pems 6onesHu
NEXUT UCKNIOYMTENIbHO HA MauueHTe, HO B
3Ty npobnemy B 3HaAYUTENbHOW CTeneHu
BOB/IeYEeHa BCA Cembf. BO/NbWWHCTBO
npobnem pasaenarTca MexXay 4YaeHamu
CEMbM, HEM3MEHHO MEHSAA UX YKNA4, }KU3HU
M NPUBbLIYKU. DTO MOXKET BbITb YBEMYEHUE
obbema AomawHen pabotbl (CTUPKa,
ybopKa) unu, Hanpumep, HeobxoaMMOCTb
ybupaTb OTIWENYLWEHHble YeLWyWKU KOMKM
C O4EXAbl Nepes, BbIXO40M U3 OMa.

NCOPUATUYECKAA BOJIE3Hb U CEMbA

Onpoc o BANAHUK
ncopuaTmyeckon 6onesHm
(63 uneHos cembu)3!

MU3Hb Cc Yenosekom
C I'ICOpMaTMHECKOﬁ

60one3HbIo 6onblie Bcero
B/IMAET Ha AOMaLLHUI
pacnopagoK. Tonbko 8%
POACTBEHHUKOB COO6LLALOT,
yto 60/1e3Hb He noBauana

Ha UX }XU3Hb.

YneHbl cembM coobLWAIOT, YTO UX BONbLUE BCErO TATOTUT HEOBXOAMMOCTb YOMpaTbCsa B 4OME Nepes Npuemom
roctei, 4tobbl BCE BbIMNAAENO YNCTO M rocTenpunMMHoO. Ellle ogHO BaXkHOE M3MeHeHWe B 06pase }KU3HU CEMbM
CBA3aHO C AOCYroM M MJIaHMPOBAHWEM OTNyCKa. MaLMeHTbl OrpaHNYMBAIOT UM OTKA3bIBAKOTCA OT MOCELLEHMA
TPEeHayKepHoro 3ana unamn 6acceliHa He TONIbKO MOTOMY, YTO 3TO MOMKET YXYALIWUTb COCTOSIHME KOXKW, HO TaKXKe
M3-3a YyBCTBA, YTO UX TaM HE XOTAT BUAETb. [lNaHMpOBaHME OTNYCKa OrpaHMYEHO HEOBXOAMMOCTbIO BblGUPaThb
MecTa, nogxogsawme ANnA naumMeHTa U ero CEMbM, a TaKKe KOOPAMHMPOBATb OTAbIX C BUSUTAMM B KIUHWUKY,

neyeHnem mnu annsogamm O6OCTpeHVIﬂ.
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«0bocmpeHuUs Kaxobil pa3 HANOMUHAKM, KOK 8C€ HAYUHA/0Cb, HO mernepb Mbl y4ue K HUM
nodzomoaeseHsl. K nocmosHHoOMYy wenyuweHuro rnpusbikaeuws, mernepb A Mpocmo 0ymaro:
«Xopowo, Hyx#Ho bydem rnposodume ybopKy Yauje, HoO He CAUUWKOM Yacmo, Ymobbl OH He
nooymasi, Ymo A yoesfao 3momMy CAUUKOM MHO20 BHUMAHUe U3-3a He20» — U3 Snyder
u coaem.*

BpaTbAa M cecTpbl NaLUNEHTOB, 0COBEHHO AEeTH, YyBCTBYHOT OAMHOYECTBO U PEBHOCTb, MOCKO/IbKY
pogutenn 6onblwe 3a60TATCA O NauMeHTe (MOMOraltoT HAHOCUTb KPEMbl WM NOCbOHBbI,
BbINONHAT NevyebHble Npoueaypbl, CONPOBOXKAAIOT K Bpayy UAN B KNMHUKY).

«Y MmeHsa ewe ecmob 08e 0e80YKU NOMAaoWe, HO Ha HUX He ece20a xeamaem epemeHu. OHuU
8udam, ymo Mol yoenaem bosbwe BHUMAHUA ux bpamy, 6edb emy exxeOHe8HO HYHHO 0a8amsb
/71IeKapcmea, 8oirnoaHAmMe npouedyps! U mak oasnee. OHU MOHUMAKOM, YMoO HA 3MO mpamumcs

ux epems, Ho Ymo 1 Mmoay coename? Mou 0eB80YKU pa3bi2pbl8AOM CUEHbI Uau Haayomcsa Ha
Kakyt-mo 60s1b, TOMOMY YmMo moxce Xxomam sHUMaHuUsa» — u3 Tollefson u coaem.3”

Yuiepb ncuxMueckomy 340pPOBbIO UY/IEHOB CEMbW 3aKNOYaeTCs B 4YyBCTBE TPEBOTY,
6ecrnokoincTeBa, nevyanm M pas’ovyapoBaHMA. Bce 3TO MOXET BAMATb Ha COH, HACTpPoeHwe W
JINYHYIO *KU3Hb. KN3Hb C YEIOBEKOM C NCOPUATUYECKOM 601e3HbI0 YacTO Cepbe3HO BAUSET Ha
COLMA/IbHYIO KU3Hb: CEMbSl BO3AEPKMBAETCA OT NPUINALLIEHUA TOCTEN MU BCTPEY C APY3bAMMU,
MOCKOJIbKY UM HeOb6X0AMMO 3a60TUTLCA O NaumeHTe. BeCNOKOMCTBO O TOM, YTO AYMAtOT Apyrue
NMOAN, HEHYXXHOE BHMMAaHWE MM B3MAAbl OKPYXKAOWMX TOXKE MOryT 3acTaBisATb usberatb
COLMANbHbIX KOHTAKTOB.

«3Mo CUsIbHO NO0B/UAMO HO MOK COYUAAbHYI YU3Hb. [yMaro, y MeHs Hem HUKAKoU
coyuasnsHoU #U3HU — A MOCMOSAHHO NPeodcmasfaro, Ymo OHa Yyscmayem U Ymo o Hell
oymarom opyaue. OnpedeneHHo y MeHA Hem coyuanbHol wu3Hu» — u3 Tollefson u coaem.3”

«A 3amemus, Ymo 0e8oyKu [ux do4epu] cmopoHAMCcA e2o, Ko20d OH 8 WOPMAx, MOMomMy Ymo
e20 6/1AWKU 8bl2/1A0AM 04YeHb ommarsnkuearoule» — u3 Snyder u coaem.?

«Bca Hawa cemoba 0oaxHa noyucmume cebs neped sbixo0om». [pyaue ornpoweHHsble
coobwunu o «boabWUX Xa010MaAx», MOCKOAbKY UM MPUXo0Uus10Cb «mujamesibHo npubupamecs
8 dome repeod npubsimuem 2ocmeli» — u3 Eghlileb u coaem.??
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Ewe oaHOM Ba)XHOM 4acTblo CEMEMHOM XWU3HW, 3aTPOHYTOM MNcopuaTuyeckon 6onesHblo,
ABNAEeTCA cemelHbln 6ropKeT. C 0AHOM CTOPOHbI, B 3aBMCMMOCTM OT TAXKECTU U BpemeHwu
3aboneBaHMA ANA 4yenoBeka, YacTo ObiBaeT He0H6XoAMMO, YTOObl YNeHbl CeEMbW MPOMYCKaNm
paboTy nan OTKa3blBa/IUCb OT KapbepHoro pocta. C gpyroi CTOPOHbI, YBE/MYEHME PACXOAO0B
Ha NevyeHWe W BU3UTbl B KJAWMHUKY 3HAYUTENbHO BAMAET Ha CemelHbIn broaxKeT U
3KOHOMMYecKoe bnarononyyme cembu, 0COBEHHO B CTpaHax, r4e BO3MOXHOCTM becnnaTtHowm
MeAULMHbI OrPaHUYEHbI.

«Ham ¢ myxcem npuxooumca bpams omeaysbl, MOCKOAbKY 00po2a 3aHUMAem MHO20
spemeHu. o bauxcaliwie2o 0emcKo2o 0epmamorsi02a exame Yyemeoipe Yaca. [loamomy
HYXCHO 83fMb 0Meays1 U OMnpasumoscs 8 yesnoe «rnymeuwecmaue» 3mo 0080s16HO
obpemeHumenbHo» — u3 Tollefson u coaem.3’

«A He moay HopmanbHo pabomame. A 8381 2-mMeca4YHbIl omnycK 3a ceoli cuem, nomomy
Ymo HYHCHO 8bIACHUMb, YUMo rnpoucxooum c pebeHkom. [leduamp cKkazan 3abpame ee u3
demcKoeo cada, Momomy Ymo € KaxobiM obocmpeHuem Ha mese noAesAMmCcs Hoable
oyagau» — u3 Tollefson u coaem.?”

BaXKHO OTMeTUTb, YTO oueHKM KK yenoBeka c ncopraTMyeckoi 601e3HbI0 U YNEHOB €ro CeEMbM
coBnagator3®. MHTepecHO, 4TO 3Ta CBA3b OblBAaeT AByHaMpPaB/AeHHOW: He TONbKO 340POBbe
Yye/loBEKa C MCOpMaTMYECKOM OO0NEe3HbI0 BAMAET HAa CEMbO, HO MO3UTMB W MOAAEPXKKA OT
Y/IEHOB CEMbMW NONOMKUTENbHO BAUAET Ha Baaronosiyume naumeHTa3?. B 3TOM KOHTEKCTE BasKHO
NPeAoCTaBUTb MHCTPYMEHTbI M 3HAHUA ANA pelleHnsa npobnem, cBA3aHHbIX C MCOPUATUYECKON
6onesHbto. [lcMxonornyeckn 340poBaA CemMbsi oObecrneymBaeT Ay4lYHD 3SMOLMOHANbHYHO
noaAepXKKy AnA naumMeHTa n Haobopor.
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YXAXKUNUBAKOLWEE TNLUO

Yxaxunsarwuwiee nMLO — 3TO YeNI0BEK, I'IOMOI'aIOIJ.IMﬁ nauneHTy B s1e4eHun un I'IOBCGAHeBHOﬁ AeATENbHOCTH.
O6bl4HO 3TO MOHATUE Mcnonb3yeTca noYTn UCKAHYUTENBbHO B KOHTEKCTE AETCKOro ncopuasa. O,ELHaKO
B3pOC/abiM C TAXKENbIM WU  WUHBANNOUINPYHOLWMM NCOPUA3OM  TaKXKE MOXKET Tpe6OBaTbCﬂ NOMOLLb
yXaxuakouiero amuda.

KaKk npaBum/io, yXasKMBaoOLWMMM ANLAMK ABAAIOTCA POAMTENN, Yalle BCero matepu. MccaenoBaHms no OUeHKe
BAMAHMA NCOpMasa Ha poauTeneit Nnokasanu, YTo MaTepu ABAAKTCA MMaBHbIMU YXaXKMBAOWMMMU IULAMU B
83-96% cnyyaes?640-43 yto, BEpOATHO, OTpaXKaeT reHAepHble cTaHAaPTbl. COOTBETCTBEHHO, B CEMbSX, F4e eCTb
pebeHOoK ¢ ncopuaTuyeckoi 60/1e3HbI0, KaYECTBO ¥KMU3HM MaTepu CTpagaeT 60/blue MO CPaBHEHMIO C OTLLOM.

YXaXKMBaAOWMM IMLAM 4acTO MNPUXOAUTCA CMUPUTLCA C KOPEHHBIMW WM3MEHEHUAMW B obpase KU3HU
n pacnopagke aHa. CyuwectsyeT AONOAHUTENbHbIA 3MOLMOHANBbHBLIN AUCTPECC, CBA3AHHbLIA C HaAnumMem
B ceMbe pebeHKa ¢ ncopuatnyeckon 6onesHbio. OH BO3HMAET M3-3a HEOOXOAMMOCTU YXaXKMBaTb 38 60/IbHbIM
pebeHKOM, nponycka paboTbl, yXy4LIEeHUA COLMAZIbHOM KU3HW, POoCTa obbema AOMALHMX 06s3aHHOCTEMN
M cemenHbIX pacxomos?®374244 Poautenn 4vacto 06ecrnokoeHbl Tem, Kak ¢ pebeHkom 6yayT obpauiartbea
B LUKOJME, C OMAcKoW CMOTpAT B Oyaywee. BanaHue 3Tux npobnem u3mepAeTcA C MOMOLLbI TaKMX
MHCTPYmMeHToB, Kak PFl unu FDLQI. Pe3ynbtaTthl MCCAeAOBaHWI MNOKa3biBalOT O4YeHb 6Honbloe BAMAHME
3a6071eBaHMA Ha KAYeCTBO KM3HU yXaXKMBAIOLLUX NULL.
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«3Mo CcusbHO Ha MeHSA Noesnuano. A nepecmana caedums 3a coboli, Hem spemeHU unau
3Hepauu, Ymobbi noxyoemeo»; «Cmasno HamHozo bosnbwe cmpecca... A yyecmayto ceba rnaoxol
Mamepblo, MOCKOMbKY HUYEM He Mo2y nomoYb pebeHKy» — u3 Tollefson u coaem.3’

XOoTA [aHHble HEeKOTOpbIX MCcCneaoBaHUM pacxogAatca, o0bbiuHo KX yxakusawowmx auu,
koppenupyetr ¢ KX nauuentoB. Ha KM ntogen ¢ ncopuatuyeckon 6onesHbio BauseT
MHOXecTBO $aKTopoB. K HUM OTHOCATCA, HaNnpUMep, TUMN U TAXKECTb Ncopuasa, MHAeKcbl PASI
mnn BSA, CTpyKTypa cembu, COBCTBEHHOE MNOHUMAHMEe 3aboneBaHMA WU  NeveHue.
HeyamButenbHo, 4To Te e GaKTopPbl BAMAIOT Ha YXaXKMBAOLWLNX N1,
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NMAPTHEP
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Ba)KHeMLWy0 posb B OKPYKEHWUM B3POC/bIX NALMEHTOB C MCOPUA3OM UrpaeT napTHep. K coxaneHuo, nub
B HEMHOTUX UCCNe0BAHMAX U3YYaNOCh BAUAHME HA HUX NCOPMATUYECKOM BonesHu.

HepocTtaToK  MccnenoBaHUM, CKopee BCEro, OTpPaXkaeT Manbli  obbem wuHPopmauum o ncopuase,
npegocTaBnsemoin naptHepamu. MHoOrve M3 HUX MMEKT HenpaBW/bHOE NpPeACTaBNeHUEe O BO3MOMKHbIX
MPUYMHAX BO3HUKHOBEHMA Mcopuasza*®. B oTanume oT camMmx NaUMEHTOB, UX NMApPTHEPbl 0BbIYHO CYMUTANU, UYTO
TakuMe QaKTopbl, KaK KypeHue, ankoronb, cOBCTBEHHOE MnoBegeHWe, MUKPOObI M BUPYCbl Mano BAUAIOT HA
pasBuTMe U TeyeHue 3aboneBaHuAa. U HaoboOpoOT, cTpecc, nepeyToMIeHME U MN0oX0e MeAULMHCKoe
ob6cnyknBaHMe, N0 MHEHUIO MAPTHEPOB, CUbHEE BAUAIOT HA Ncopuas. Kpome Toro, HEKOTOpble He A0 KOHLA
MOHMMAIOT BAUAHME 6ONM U 3IMOUMOHANbHbLIX MOCNEACTBUI MCOpMasa Ha MALMEHTOB, MPEyMEeHbLUasa UK
npeyBennMumMBas ero 45. TOT paspbiB MOKa3biBAeT, HAaCKOMbKO BaXHO NPeLoCTaBAATb NapTHepam 6onblue
nHdopmaumum o 3aboneBaHMM U HBpemeHU nNcopuaTMyeckor 60Nes3HM C TOYKM 3peHus (U3MYEeCcKoro
6naronoyyma U NCUXMYECKOro 340p0BbA.

HeyansutenbHo, 4TO GONBLWMHCTBO CYMTAET, YTO HONE3Hb NapTHEpPa U3MEHWUNA UX NOBCEAHEBHYIO KMU3Hb, BO
MHOTOM TakuMM 3Ke 06pa3om, Kak onucaHo B pasgene «Cemba». HeKoTopble napbl OTMEYaloT yXyaweHue
OTHOLLEHWI, B NEPBYIO oYepesb MHTUMHDBIX32, IHTEepPEeCcHO, YTO pe3y/bTaTbl HEKOTOPbIX OMNPOCOB MOKAa3bliBatOT
6onblee yxygweHne KK y napTHEPOB KEHLWMH C TAXKENbIM NCOPUA3OM, YEM Y NMAPTHEPLL MYMKUYMH C TANKEbIM
ncopuasom. [laHHoe HabnoaeHMe TpebyeT AanbHeero nsyyeHna’.

«Mbl yyscmeyem ceba cmapukamu — Mcopuas Myxa CusnbHO MOBAUAA HA HAWY UHMUMHYH HU3Hb.
YeHa uyscmayem ceba Henosko, Ko2da Ham npuxodumcs pazdesamoca» — u3 Eghlileb u coaem.3?
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daKTOpbI, KOTOPbIE CUIbHEE BCETO BAMAKOT HA MHTUMHYIO }KM3Hb, 3TO HM3KaA CaMOOLLEHKa Nto4el ¢ NCoprasom
M BbICOKasA PaCNpOCTPAaHEHHOCTb CeKCyaslbHOW AUCOYHKUUM (Hanpumep, I3peKTUIbHaa AuchyHKUMS,
CHUXEHMEe CEeKCyasIbHOTO »KenaHwus, OTCYTCTBUE yaoBneTBopeHusa, 6onb). o 95% ntoaen ¢ ncopuaTnyeckom
6onesHbio U npumepHo 41% napTHEpPOB COOOLIAIOT O HAaANYUU CeKCyanbHOU AUCOYHKUMK. Ha MHTUMHbIE
OTHOLLEHUA TaK¥Ke BUAET CTPaX NPUKOCHYTLCA K MOpPaXKEHUAM KOXW WA CNPOBOLMPOBATL HOBbIE O4Yaru, 3ya
NN KpoBoTeYeHne2>36,46,

MpnbAnU3MTENbHO Y MONOBMHBLI NKOAEA C MCOpuMaTMYEcKolr 60nesHbio pPaHO WAM MO34HO BO3HMKaeT
reHUTaNbHbIA Ncopuas, cepbe3Ho BAMAWMIA Ha KK n cekcyanbHylo XU3Hb. Jlloan € NcopuaTUYeCKUMU
NnopasKeHMAMM B 061aCTU reHUTaINIA COOBLLAIOT O CTpaxe nepes MHTUMHOM 6M30CTbIO, YTO BEAET K CHUMKEHUIO
YaCTOTbl MHTUMHbIX KOHTaKTOB WM YXYALWEHMIO CeKCyanbHOM AMcHyHKUMMY. ITO MOXKEeT CTaTb MPUYUHOM
pa3pbiBa OTHOLLEHUA.

NocKonbKy NapTHepbl O4eHb CUABHO MOMOratoT NaLUeHTam MPUHATb 3aboneBaHue u noBepuTb B CE6F|, Ba*XHO,
4TOObI Y HUX 6b1n maTepuanbl, NnOACKa3biBalOWNME, Kak UTb C HENNOBEKOM C HCOpMaTMHeCKOVI 60ne3HblHo.

B cBeTe BAUAHMA ncopmaqueCKoﬁ 60N1€e3HN Ha OTHOLIEHUA C NapTHEPOM HeNb3A He y4uTbliBaTb ewe OAuH
BaXKHbIM BONPOC — NJ1IaHUPOBAHUE CEMbMU. Hanbonee cepbe3Hble I'Ip06ﬂeMbI B 3TOM OTHOLWEHUN UCNbITbIBAKOT
KEeHWUHbI C I'ICOpMGTI/I‘-IECKOVI 60ﬂe3HbI-O, d TakKne acCneKkTbl Kak npoAaBiaeHuA 3aboneBaHuAa u NeKapcCTBeHHaA
TEPANNA ABNAKOTCA OCHOBHbIMU d)aKTOpaMVI, ydyntbiBaembimn  Npn  NNAHNPOBaAHUN POXKAEHUA p,eTeH.
OTCVTCTBMe MCCI'Ie,EI,OBaHMH, B KOTOPbIX 6bl paccmaTpunBannCb BONPOCbI Na1aHNPOBaHNA CEMbU C TOYKU 3PEHNA
MYXYUH, MOXKET 6bITb CBA3AHO C HECOOTBETCTBMEM mexagy onaceHNAMU KEeHWNH U MYKYUH MO 3TOM Teme nnu
HEAOOLLGHKOIZ 3TOro BONpoOCa nccaegoBatenamu.

B cnegyrouwem pasgene Mmbl XoOTMM NnNokKa3aTtb, Kak arogn C I'ICOpMaTM‘-IeCKOﬁ 60n1e3HbI0 U KX napTHePbl NOAXO4AT
K N1aHNPOBAHUNIO CEMbMU.
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NMCOPUATUYHECKAA BONIE3HDb
U NAAHUPOBAHWUE CEMbW

N /

Kpome ncopwuasa, pag gpyrux GaKTOpOB MOMKET BAMATb Ha KefaHue 3aBecT pebeHKa, Hanpumep,
NeKapcTBEHHas Tepanua W conyTcTBylowme 3ab0neBaHUA, MOCKO/IbKY OT HUX MOMKET 3aBMCETb YCNewHOCTb
3a4aTMA*E. ITO KacaeTca U KeHWMH, U MYXKUMH.

McopunaTtnyeckan 60n1e3Hb BO3HWKAET BCEACTBME PA3/IMYHbIX GAKTOPOB, KOTOPbIE MOMKHO Pa3fAeInTb Ha ABe
rpynnbl: reHeTUYeckme (HacneaCcTBeHHbIe) U cpesioBble (T. . He CBA3aHHble C reHeTUKOW). 3aKOHOMEPHO, YTO
OAHWM M3 BOMPOCOB, KOTOPbIM YacTO BOJIHYET MALMEHTOB, ABNAETCA PUCK Nepeaayn 3abonesaHua byaywmm
AeTAM. M3BEeCTHO, YTO HEKOTOpble FeHHble BAapPMAHTbl MOBLIWAKT PUCK BO3HUMKHOBEHWA NCOPUATUYECKOW
6onesHn. [lokasaHo, 4YTO [eTu Afeir € NncopuaTMyeckon 6onesHbio valie 3ab60s1eBaloT MCOPUA3OM.
BeposTHOCTb cocTasnseT 50% u 16%, ecan cooTBETCTBEHHO 063 WAM OOMH U3 poguTenein cTpasatoT
ncopuasom.

«Mbli ¢ #ceHol, KoHe4yHo, xomum demeli, HO boumcs, Ymo y HUX moxce byoem ncopuas» —
u3 Snyder u coaem.3¢

Hanuuune conytctBytowmx 3abonesaHmnn (oxnpeHne, MeTtabonmyecknii CUHAPOM, OCTEONOPO3, Aenpeccus) u
BpeAHbIX NPUBbIYEK (Hanpumep, KypeHue unun ynotpebneHme ankorona) y AuL ¢ ncopuatmyeckomn 6onesHbro
TaKXXe MOXKeT crnocobcTBoBaTb BO3HMKHOBEHMIO Npobnem npu GepemMeHHOCTM MAM He3anJaHMPOBAHHOM
6epemeHHOCTW. Ncopnatnyeckan 6ones3Hb — 3T0 AMHAMMUYECKOE COCTOAHME.
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OHa npeTepneBaeT onpeaeneHHble UMKINYECKME U3MEHEHUA Ha NPOTAMKEHUU BCEW KU3HW YenoBeKa, Koraa
nepuoabl 0bOCTpeHUA yepeayrloTcs C nepuoaamu pemmuccumn. TaKoi XxapakTep ncopuatMyeckon 6onesHu
CO34aeT AONONAHUTENbHbIE NPOBAemMbl NMPU NAAHMPOBAHUWU POXKAEHMUA AeTel, Beab byayuime poauTenn He
3HalOT, B KAKOM ByayT HaX0AMTbLCA COCTOAHMM NOCAE POXKAEHUA pebeHKa.

«Koeda pebeHok podusics, A YemKo pacraaHUPOBas C80H0 HU3Hb: MHE XOmesanocb 6bimb CrIopMUBHbIM
U GKMugHbIM omuyom. M1 eom a Ha Kocmelasax. HenpedsudeHHbix cioxHocmel okasasnoce bonasuwe.
A He 3Haro, umo byoem Oanbwe» — nayueHm ¢ ncopuamuyeckol 6ose3Hbo, BeaukobpumaHus

HekoTopble npenapaTtbl BAUAIOT Ha Pa3BUTME NNOAA, YTO MOXET NMPUBOAMUTbL K MpPeXAeBPemMeHHbIM poaam,
HeOHOWEHHOCTU, NOPOKaM pPasBUTUA (HEPBHOW CUCTEMbI, Yepena WU Auua, cepaua), a B 6osee TAXKENbIX
cnyyanx — K rubenun nnoga. J/ledeHne HEKOTOPbIMK NpenapaTamum cneayet OTMEHUTb 3a HECKO/IbKO Heaenb A0
3a4atun, BO BpeMa bepeMeHHOCTU U/UAM rPyAHOro BCKapmamneaHma*8>0, C apyroi CTOpPOHbI, HeAOCTaTOYHO
aKTMBHOE JleYeHME MOXKET TaKKe MOoBAMATb Ha 340poBbe byaywen matepu u  pebeHKa. [Moatomy
PEKOMEHAYEeTCA MepecMOTPeTb JeYeHne A0 3avatvAa pebeHka. MnaHupys MmeTb aeter, byaywaa mama
06bl4HO XoueT 3abepemeHeTb, Koraa 3aboneBaHWe HaxoauTcs B pemuccun. WHoraa 6Gyaylwme mambl
paccmMaTpuBalOT ApyrMe BapuaHTbl JIeYEHUA UAN BPEMEHHO npeKpalatoT ero. CheayeT OTMETUTb, YTO ecTb
6esonacHble /IeKapCTBa, KOTOPblE MOMKHO MCMNO/Mb30BaTb A0 3a4aTusa, BO Bpemsa 6epemMeHHOCTM U TpyAHOro
BCKapMAMBaHUsA. Mo3ToMy Ba*KHO, YTobbl Byayline poauTenn n ux Bpaum obcyKAann AOCTyNHble BapWaHTI
NleyeHusn, 4Tobbl obecneynTb 6e3onacHyto 1 ycnewHyo 6epemeHHOCTb.

| =
«A xomen 3a8ecmu cembro, HO 8paY CKA3as1, YMO 5MO UCKAHYEHO» —
nayueHm c ncopuamuyeckoli 6onesHoro, CLLIA
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NccnepoBaHus No N1aHUPOBAHUIO CeMbU 0DObIYHO POKYCUMPYIOTCA Ha Npobniemax, OXuUAaHUAX W onbiTe aen
c 3abonesaHnem. OHM coCpeaoTOYEHblI MOYTU UCKIOUYUTENBHO Ha Npobnemax XeHLMH C ncopuaTUyecKomn
60ne3HbI0, KacaloWMxcs MJaHUPOBAHUA CEeMbM, W, B MeHblLUeN WMAN OO/bLUEN CTEeneHu, UX MapTHEepPOs.
NccnepoBaHMA TaKyKe MOKas3anW, YTO Y KEHLWMUH C ncopuaTMyeckor 60/1e3Hbi0 Yallle MasieHbKas Cembs,
BOODOLLE HET AIeTel UAN UMEeKOTCA NpUemMHble aeTtn>1>2,

NCOPUATUYECKAA BOJIE3Hb U NJTAHWPOBAHUE CEMbWU

Pe3ynbTaTbl onpoca 573 keHwmH 13 11 eBponenckux ctpaH>2

34% pelwnnun 3aBecTn Maso AeTen 27% pelnnu 3aBectu
NN COBCEM He 3aBOANTb NpPUeMHbIX AeTek

MccnepoBaHuA No oueHKe BAUAHUA I'ICOpMaTMLIECKOﬁ 60ne3HN Ha NapTHEPOB C TOYKKN 3peEHNA NNAHNPOBAHUA
CEMbWM MO3BOJIAT NMONYy4YUTb UEHHbIE 3HAHWUA, KOTOPbIE MOXKHO 6y,EI,ET ncnonb3osBatb AnA MH(I)OpMMpOBaHMFI
NOANTUKOB U MeaNUNHCKOTro COO6LIJ,eCTBa (o) I'IOTpe6HOCTFIX NapTHEpPOB.

OTHOwWweHuA
— Hanpa)keHHoCTb

B OTHOLUEHUAX
— OpunHouecTBo
1 peBHOCTb (6paTbA
N CcecTpbl)
Heposepune

UHTUMHaA XnN3Hb

6 — [loBbilWeHHaA YacToTa
JomaluHasa pabora

ceKcyanbHoM
— Y6opka ANCOYHKLMMU
— Ctupka CTpax NPUKOCHOBEHMUM

— bBpems yxoaa OTKa3 OT UHTUMHOWA
6an3ocTv npu 3yae

1 KpoBOoTEeYEHUN

AcneKTbl, BAnAOWNE Ha XKU3Hb NaUMeHTa U ero OKpyxeHunaA.
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BANWAHWUE NEHEHUA HA KAYECTBO
HKU3HU

MU13Hb C YenosBeKkom c I'ICOpVIaTM‘-IeCKO[;i 60ﬂe3HbI0, ocobeHHOo Korga HeT AocCtyna K Hambonee ajeKBaTHOMY
naun 3¢¢eKTMBHOMy Nle4eHnto, OKasblBaeT OrPOMHOE BAMAHME Ha ero oKpyKeHue. Kak ynomnHanocb paHee,
3TO B/NAHME ¢M3VI‘-I€CKO€ M ncuxonornyeckoe. Takmm o6pa30M, ynydweHune cneayet UsmepATtb He TOJIbKO No
TAXKECTU nopameHMﬁ KOXU mnanm MMNT, HO u no m3meHeHuto KK naumeHTa u ero cembm, d)MHaHCOBOI'O
NnoNOXeHuA, y4aCTUuio B cou,maanoﬁ HKU3HUN N APYTUM aCNEeKTaM, OTpaxKakowmnm 6narononyq14e N ncnxmyeckoe
340pOBbeE.

B nocnegHux mnccnegoBaHuax ycnex nedeHua oueHmsanu no PASI, MMAOT u gpyrum napameTtpam. YcnewHoe
NevyeHMe nNpeaocTaBafAeT BO3MOMKHOCTb YMEHbLUUTb KOAMYECTBO OTry10B Ha pabote v gHel, B TeyeHue
KOTOPbIX /II0AAM C MCOpPUaTUYECKON 6one3Hbio 6bl1I0 TPYAHO BbIMOAHATL AOMalWHUe obsa3aHHOCTK3, [lpyroe
nccnenoBaHME MOKasano yaydweHue nokasatenein DLQI u FDLQI, 4To oOTparkaeT CHUMKeHue OGpemeHu
ncopuatMyeckorr 60ne3HM Ha MaUMEeHTOB W UX Ccembu*>>, ITo KpailHe yAobHbIA cnocob OLeHKM
30 PEKTUBHOCTU NlevyeHMAa p[NA NAUMEHTOB. YnydyweHue TeyeHWUA 3aboneBaHMA O4YeHb BAXKHO, OAHAKO
ynydweHune KX 1 cnocobHOCTb BECTU HOPMANbHYIO *KU3Hb — OAMH M3 [NABHbIX PE3Y/1bTAaTOB, KOTOPbIA HYXeH
N0AAM C NCOPUATUYECKON BONE3HBIO U UX BANU3KUM.

Pe3ynbTaTbl NOKA3bIBAlOT, YTO MAUMEHTAM KpalHe Ba*KHO MMETb AO0CTYN K aZeKBaTHOMY U 3pPeKTMBHOMY
NNEYEHMIO, YCNEX KOTOPOTO YAYULLAET XU3Hb 6M3KMX NAUMEHTA U TEX, KTO C HUM COLMANIbHO B3aMMOAENCTBYET.
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CTPEMNEHUE K BZIATONONYYUIO
NMAULUEHTOB U UX OKPYXKEHWUA

CyLLecTByeT HECKOJIbKO 3HAYMMbIX acMeKTOB, KOTOpble 3aTPYAHAIT MNOHMMaHWE TOro, Kak ncopuaTuyeckas
6onesHb BNMAET HA NaLMeHTa M ero okpyxeHue. OAUH U3 HUX — HEAOCTaTOYHAA BOB/JIEYEHHOCTb Y/IEHOB
CEMbM W MAPTHEPOB B [AMArHOCTMYECKMI npoLecc U fevyeHWe 3aboneBaHWA B pPasNMyHble Nepuosbl
(obocTpeHusa n pemuccun).

=207

¢
|

1|

MaumeHTbl NpoxoaAT AONTMI W TAXKEANbIA MNyTb A0 MNOCTAaHOBKM MPaBMIbHOTO AMarHo3a W HasHavyeHus
noaxoasauwero nedenuma. CornacHo gaHHbim BO3, HabatogaeTca obuwan HexBaTka MeaANLMHCKUX PaboTHUKOB U,
cnegoBaTeNbHO, CNEUUanMCcToB NO NCopuatTMyeckon 6onesHU. 3To BeAeT K CHUKEHUID OCBEAOMJ/IEHHOCTU O
camoit 6one3Hn U CconyTcTBYOWMX 3aboneBaHMAX B MeAMULMHCKOM COOOLIEeCTBe, 4YTO YBE/MYMBAET
BEPOATHOCTb HEMPaBUIbHOW AMarHOCTUKU M HeshPeKTUBHOro nedyeHna®. [lo cMx mop masno M3BECTHO, Kak
AMarHoCTMYECKMI Npouecc BAMAET Ha CeMbM nauneHToB. [pepgnonaraeTcs, YTO Y/EHbl CEMbM AO/KHbI
YyBCTBOBATb TO }Ke, YTO U NaUMEHT (cTpecc, Aenpeccus, Tpesora 1 pasodvapoBaHme).

BeayTtca uccnepoBaHua, YTOObl /lydlle MOHATb BAWAHME NCOpPUATUYECKON 60ne3HM Ha YIEeHOB CEMbU U
napTHepoB. OAHAKO CMCTEMA 34PaBOOXPAHEHMA BCE ELLE MANOo YYMUTbIBAET NPOGAEMbl NHOAEN, OKPYIKAIOLLMX
NaLMeHTOB C NcopuaTUYeCcKoM 60Ne3HbLO, U KaK 3Ta 60s1e3Hb BAUAET Ha UX KMU3Hb. A Beb 3TO KpalHe BaXKHO
npu nNAaHUMPoBaHMKM cembWu. OnybnMKOBaHHbIE HA CEroAHAWHWN AeHb WCCAeAO0BaHMA NO  BOMPOCAM
NNAaHMPOBAHUA CEMbM MOYTU BCErga COCPeAOTOYEHbl HA MHEHMUAX U PeLleHUAX XKEeHLMH C NCopuUaTUYECcKon
60n1e3HbI0. ITOT e BONPOC B OTHOLIEHUM MYXKUYMH C NCOPUATMYECKON BONE3HbIO M3yYeH KpaliHe NI0oX0. TaKKe
He XBaTaeT CBeAEHMI O TOM, YTO YyBCTBYIOT B 3TOM CUTYaL MM NApTHepbI.
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Ba*KHO NoAYepKHYTb FaBHOE OrpaHUYeHne UccnefoBaHMn — He BCe NaUUeHTbl UK UX 6n3KMe rotoBbl B HUX
y4acTBOBaTb. MiccnegoBaHMa MoryT npeanosiaratb 3ano/iHeHMe HebonbwKnx onpocHMKoB (Hanpumep, DQLI nan
FDLQI ¢ 10-15 Bonpocamu), cobecesoBaHne UAN NepUoaMYECcKUe ONpoCbl, MHOTAA C/ULLIKOM HENPUATHbIE U
obpemeHUTeNbHblE AN YYaCTHUKOB. ITO Oo/blle BCEro Kacaetca MNauMeHTOB C  TAMKeAbiMMU
MHBaNUAN3NpyoWMmmM popmamm 3aboneBaHnA, cemeit ¢ orpaHUY4EHHbIMKU pecypcamm AN AOCTYNOM K TaKMM
nccneposaHmam. [losTomy ecTb BEPOATHOCTb, 4YTO MOJlyYeHHble B MCCAeA0BaHUAX OUEHKU BAMAHUA
ncopuatrMyeckom 601e3HM Ha NALMEHTOB M UX OKPYIKEHME, HE OTPAXKAIOT peasibHoe NONOKEHNE Aen.

ToNbKO NOHMMAA BAUAHMUE ncopmaqueCKoﬁ 60ne3HN Ha YneHoB ceéMbU, MOXKHO pa3pa60TaTb cTpaternn gna
nx nquueﬁ nogaepXKM n co3aatb MHNMUMNATUBDLI, HAaNpPaB/EHHbIE Ha yay4lleHNe KXK.
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YNAYYHLWEHWUE KAYECTBA KU3HU

Co3paH pag MHULMATUB MO yaydweHuo KX nayMeHToB ¢ pasninyHbiMM 3a601€BaHUAMM, Yallle BCEro KOXKM,
M uneHoB ux cemein. OHM HanpaB/ieHbl HA Pa3IMYHbIE acneKTbl 3a60/1eBaHUI, MHOTME OKa3a/IMCb YCNEeLWHbIMMU.

OauH 13 Takux npumepoB — LUKona 3k3embl (lepmaHKMA), OCHOBHOM 3agayelt KoTopoh Oblna paspaboTka
CTaHAAPTU3NMPOBAHHOW MNporpammbl 0By4eHMA MauMeHToB, KOTopaa Obl NO3BOMAA U3MEHWUTb OTHOLUEHWE
nauneHToB K cBoemy 3a60/1eBaHUI0O U NEPEHATb HOBble MOAEeNV MOBeAeHUA ANA YAydlleHWs 340poBbsa°’.
Ha 3aHATMAX B 3TOM LIKONE TaKXe [AaloTcs MPaKTUYECKMe COBeTbl NO KOHTpoato 3aboneBaHua u H6onu.
PacwumpeHne 3HaHW U BO3MOXKHOCTEM NAUMEHTOB, BKAOYaA (GOPMMPOBaAHME UYBCTBA KOHTPOAA Hag
3aboneBaHMeEM, CHU3UAM YACTOTy pacuapanbliBaHUA KOXKW, 06beM MeAMKAMEHTO3HOM Tepanuu v yayywuam
KX petelt ¢ 3aboneBaHnem, 4YTOo MONOKUTENbHO CKaszanocb Ha KX ux pogutenein. Ceituyac LLUKona 3k3embl
pabotaeT B AnoHuuK, aHun n CLLA.

Ewe ogHa ycnewHasa nporpamma Ans NauMeHTOB C
XpOHMYECKMMM  3aboneBaHMSAMM —  Mporpamma
TepaneBTUYECcKOro obyyeHua naumeHtos (TOMN),
BNnepBble Hayana paboTaTb ANA NALUMEHTOB C
aTonuyecknum aepmaTtutom8>°, B Heit obyyeHHble MP
06LLaloTCA C NALUMEHTAMM U YXaXKUBAIOLWMMM 32 HUMU
MUaMM B pPaMKax O0by4YalolmMX CEMWHAPOB, Ueb
KOTOpbIX — cHOpPMMpPOBaATb LLUMPOKMIA Habop HABbLIKOB,
HauMHas OT JleyeHUsa 3aboneBaHUA M 3aKaHYMBaA
COLUMANbHBIMU U IMYHBIMU BONPOCAMM.

Mporpamma TOMN BKAOYAET  4eTblpe  3Tana,
aganTUPYeMbIX B 3aBMCMMOCTM OT YPOBHA 3HaHWI
Y4aCTHMKOB.

CxorKre nporpammbl yCrewHo AeNCTBYIOT ANA N0AEN C MTCOPMA3oM U UX CEMEN.

OaHa w3 Takux nporpamm 6bina peanusosBaHa B HuaepnaHaax®. 3pecb MP pabotaer ¢ 4-5 getbmu c
NCoOpMasom M UX POAUTENSIMU MO YeTbipeM pas3nyHbIM Temam. Kaxpas BCTpeya NOCBALWLEHA OAHON Teme
(MeanumMHCKaa MHPopmaums o ncopuatnyeckon bonesHu, bopbba c cumnTomamu 3abonesaHus, cnocobbl
NOBbIWEHNA CAaMOOLIEHKM, Y/y4yllEHME COUMabHbIX B3aMMOAEWCTBMIA), a obwan uenb — GopmmupoBaHue
[ONTOCPOYHbIX MJIAHOB UM NPOPUNAKTUKA pPeumMamBoB. PesynbTaTbl MOKa3biBalOT 3aMETHOE YMEHblUeHue
TAXKecTn 3abonesaHna (no MMT u PASI), ynydlwieHmMe KayecTBa XM3HW geTeirt ¢ ncopuasom (no CDLQI) u ux
cemeit (no DFI u [S]IFS).
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B pamkax npoekTta In-group (UTanus) noam ¢ ncopratMyeckor 60n1e3HbI0 U yXaXKMBatloWMe iMua noceLatoT
WecTb rpynnoBbiX MeponpuAaTnit®l. MauueHTbl, y4acTBOBaBLUME B MPOEKTE, OTMETUAM yaydleHune KX (no
FDLQI), Toraa Kak B KOHTponbHOM rpynne KX yxyalmnocs.

Ob6uien yepTon BCEX MHMLMATUB ABASIIOTCA BCTPEYM C YYACTUEM MALMEHTOB, Y1EHOB UX cemel n MP, Taknx Kak
AepmaToniorM, neamatpbl, NCUXoiorM U meacectpbl. OB6LWMM pPe3ynbTaToM CTaNo YMEHblleHue TPeBOru
n ynydweHune KX y naumMeHToB 1 YNEHOB UX CEMEMN, laXKe eCc/iM TAXKECTb CMMNTOMOB 3ab0/1eBaHMA OCcTaBasach
npexHen’®-%4, PesynbraTbl BHeAPEHUA MNOAOGHbLIX MHULMATMB YETKO MOKas3anu yaydlleHWe KayecTBa KU3HU
n bnaronony4uma NauMeHToB U/MNm YNEeHOB NX cemen.

NOAAEPKA CEMbM

OpraHusauus Psoriasis Australia npeanaraet IMHUIO NePCOHaNbHOWM
cemelriHoM noaaepXKku. KoopgmHaTtop No noaaepKke cembm JOCTYNEeH
ANA 06LIEeHUA U MOMOLLM NALMEHTAM U YNEHAM X CEMEN B PA3/INYHOM
dopmare: no TenedoHy, OHMANH AN INYHO.

https://psoriasisaustralia.org.au/family-support/
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PEKOMEHOALUU
PASBEHYAHUE MUDPOB U NPEAPACCYAKOB

Bopbba co cTMrmaTtMlaumen NauneHToB ¢ NcopmuaTUyeckon 6onesHblo B 06LLECTBE UMEET BaXKHOE 3HaYeHMue.
MHorve noan, Hanpumep, CYMTAIOT, YTO NcopuaTMyeckada 60ne3Hb 3apasHa WM ABNAETCA Pe3yNbTaToMm
NAOXoW rurmeHbl. Mpeapaccygkm BeayT K CTUrMATM3auMW, OUCKPUMMHALMU M OTKa3e KOHTAKTMPOBATb C
naumMeHTamm, YTo NPAMO MAM KOCBEHHO OKa3blBaeT HeraTMBHOE B/IMAHME He TOJIbKO Ha HUX CaMMX, HO M Ha
YNEHOB NX CEMEN.

TpebytoTca perynsapHble M HacTOMYMBbIE KaMMaHWWM C LeNblo pa3BeH4YaHuMs MuUGOB M NpespaccyfKoB O
ncopuaTuyeckon 6onesHun. MonydyeHve [AOCTOBEPHOM W NpaBuMAbHOM MHOOPMAUMKM O 3aboneBaHWM, ero
BAUAHUM HA MNALMEHTOB M WX CEMbM, OCHOBHbIX COMYTCTBYHOLWMX 3aboseBaHUAX — 3TO MepBbIM War K
MOBbILLIEHWNIO OCBEAOM/IEHHOCTU M PA3PYLLEHUIO BPEAHbIX U AECTPYKTUBHbIX NPEeApacCyLKoB.

ONA  MaKCMManbHOro BO3AEWCTBMA M OXBaTa NOAXOAAT WMHPOPMALMOHHbIE KammnaHuu (Hanpumep,
TeMaTMYecKas COLMaNbHAA peKknama B Ny6AMYHbIX mecTax), MHGOPMALMOHHbIE MaTepuanbl B MeOULUHCKUX
YUYpPEKAEHUAX, KOPOTKME WHPOPMALMOHHbIE BUAEOPOSMKU B COLMANbHBLIX ceTAX. MOMHO WMCNoNb30BaTb
MOAKACTbl C MNPUBAEKATENbHbIM ayAMOKOHTEHTOM, MHTEPAKTMBHbIE OHNAMH-CEMMHApbl (BebuHapsbl), rae
3KCNepTbl B nNpamom 3dupe penatca uMHGoOpmaumeld M OTBEYAlOT Ha BOMPOCHI, CEMUHApbl ANA BCeEX
3aMHTEPECOBAHHbIX NINL, C NPeAoCTaBieHneM NoapobHoM MHPOPMALMM U BOSMOXKHOCTBIO KUBbIX AUCKYCCUN.
Bo BcemupHbIli feHb 60pbbbl ¢ ncopnasom, 29 oKTAbPA, NPOBOAATCA AOMNONHUTENbHbIE MEPONPUATUS NO
MOBbILLIEHWNIO OCBEAOM/IEHHOCTM O 3aboneBaHMU. Mbl peKoMeHAyeM NPOBOAUTL KOPOTKME NHPOPMALMOHHbIE
CeCccUn B LUKOMAX ANSA NOBbIWEHUN YPOBHA 3HAHMI U pa3BeHYaHMAa MndoB M nNpegpaccynKos y aetei. C aTou
LLe/1bio TaK¥Ke MOXKHO MCNONb30BaTb ByMaykHble M BUAEO MaTepuasbl, a4anTMPOBAHHbIE K BO3PACTY yYaLLMXCA.

NMHOOPMALUOHHO-NPOCBETUTE/IbCKUE MHULIMATUBDI A1 MOJTOAEXU

KaHagcKasa accoumauua NauueHToB C MCOPMA3sOM CO34asa Ha CBoeM Beb-
caiiTe AETCKyto CTpaHuLy ¢ nHbopmaumen o 3aboneBaHnn, aganTMpoBaHHOM - PN
K BO3PaCTy YMTalOLLErO (W, ‘.@5@;‘,&

https://www.canadianpsoriasis.ca/en/kids-corner JleTcKas

HaumoHanbHbiii  ¢oHp ncopuasa (NPF) cosgan  uMHPOpMauUMOHHbIE
maTtepuanbl N8 ManeHbKUMX OeTed W MNOoAPOCTKOB, BK/IOYas Oykner c
MHbOpPMaLMen O AMArHOCTUKE M KU3HW C McopuatmMyeckon 6onesHbto,
PYKOBOACTBO AOJ/18 pOAWUTENel, COBETbI MO 340POBOMY 06pasy KM3HM U Ap.
https://www.psoriasis.org/our-spot-kit/

Moptyranbckaa accoumauma ncopuasa (PSOPortugal) sbinyctvna cepuio
Buaeoponunkos PSOFriends ¢ y4yacTMem MOAPOCTKOB C MNCOPUaTUYECKOM
60ne3HbI0. BUAEO BOCCO34alOT MOBCEAHEBHYIO AEATENbHOCTb M COAEpXaT
MeAMUMHCKYI0  MHpopmaumio o 3aboneBaHun. Lenb —  passeatb
npeApaccyakm M NpeaocTaBUTb MHGOPMALMIO O NcopraTUYecKon 60ae3HN.
https://psof riends. psoportugal. pt/
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AOCTYN K CDMHUAHCMPYEMOIZ
MEAUWUUNHCKOU NOMOLLU
U NEYEHUIO

He Kaxgana cTpaHa MMeeT CUCTEMY 34,0aBOOXPAHEHMA C XOPOLIMM AOCTYNOM K MEANULUMHCKMM CNeLManmcTam v
afleKBAaTHOMY JIEYEHMIO MO pPasyMHbIM LeHaM. [lokasaHo, 4To 6laKeT cemel, rge ecTb KTo-To C
ncopuaTnyeckon 6onesHblo, HeceT NPAMbIE MW KOCBEHHbIE U34ep*KKU. CTOMMOCTb MOCELEHUI MeAULMHCKUX
YUYPEKAEHUN U NeYeHns ABNSeTca TaxenbiM bpemeHem gna GUHAHCOB BONbLIMHCTBA CEMEN, a poaUTENAM U
YXaXKMBAOWMM MLaM  HeobxoguMMo nponyckatb paboTy, Hanpumep, 4TO6bI MOMOYb MNALMEHTY C
noceweHMaAmMM Bpaya. HeKoTopblie yxarKMBalWMe AULa COoObLWMAKM, YTO MM MNPULIOCL OTKasaTbCA OT
KapbepHOro pocTa, YTO MOB/AMANO Ha AOXOAbl CEMEN U, C1ef0BaTeIbHO, MX SKOHOMUYECKoe bnrarononyyue.

BHegpsaa cxembl Bceobuiero oxeaTa yc/nyramu 34paBOOXPAHEHUs, NepeyncieHHble B Lensx yctonumsoro
pa3suTMA Ha nepuog Ao 2030 roaa, NPUHATLIX BCeMM rocyaapcTeammn-uneHamm OpraHmsaumm O6beanHeHHbIX
Hauuin B8 2015 rogy, moctyn K 6e3onacHbiM, 3GGEKTUBHbIM M AOCTYNMHbIM BaXKHEWLWMM NIEKAPCTBEHHbLIM
CPeAcTBaM M MeAMLMHCKMM CNeLManncTaM OKa*KeT OFPOMHOE B/MAHME HA CEMbM CO CPEAHUM U HU3KUM
YpOBHEM [0X043.

PECYPCbI NO BCEOBLLUEMY OXBATY YCNTYTAMU 3APABOOXPAHEHUA

Pecypcbl no Bceobuiemy oxsaTty ycayramm 34paBooXpaHeHMA JOCTYMNHbI
Ha Hawem canTe! MaTepuranbl BKAOYAIOT NOAUTUYECKOE 3aABAEHUNE
KacaTe/IbHO NcopuaTMyeckomn 601e3HU A5 COBELLLAHNIN BbICOKOTO YPOBHS
no BOMpocam Bceoblero oxaaTa yc/ayramm 3apaBooxpaHeHusa ana 2023
roaa. O3HaKOMbTECb C HAWMMM pecypcamm No BceobLuemy oxsaTty
yCNyramu 34paBoOXpPaHEeHMUS.

https://ifpa-pso.com/resources-tools/ifpas-resources-for-universal-health-coverage
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BHEAPEHWE YYEBHbIX MPOTPAMM
NO NCOPUATUYECKOU BOJIE3HU
Ana MEAUNUUNHCKUX PABOTHUKOB,
MAUUNEHTOB U UX OKPYXKEHUA

McopuaTtnyeckas 60/1e3Hb BAMAET HE TO/IbKO Ha MaLMEHTOB, HO U UX OKpYXeHne. OaHaKo, MoCAeAHUX CUCTEMbI
300aBOOXPaHEHNs PeaKo MPUMHMMAOT B pacyeT. Takoe HeXKenaHue YyuuTbiBaTb NpPobB/iemMbl OKpYyXKeHuA
nauMeHToB 0COBEHHO 3aMeTHO B BOMPOCAX MHTUMHbIX OTHOLIEHUI U NJaHMPOBAHUA CeMbU. BONbLUMHCTBO
nauMeHToB C ncopuatuyeckon 6o0se3Hblo coobuwaer, yto MP He noAHMMAlOT 3TM BOMNPOCHI BO Bpems
KOHCynbTaumii. Ewle cunbHee 3TO KacaeTca NapTHEPOB, KOTOPble He MOryT Moay4yuTb UHPOpmauuio u
noroBoputb 0 cBoMx npobnemax. Kpome Toro, oTCyTCTBUE AOMKHOW MeAULMHCKON MHOPACTPYKTYpbI, Koraa
nauMeHTbl C NcopuatTuyeckon 601e3HbI0 HaxXoaATCA B BEAEHUU MHOronpoduAbHOM KOMaHAbl CNeunanmcTos,
eule 6onblle mellaeT NPeaoCTaBeHU0 HeobXoaAMMOM NoAAEePKKM U MHGOPMALMKN. ITO 0COBEHHO BaXKHO ANA
ntoaen AeTopoAHOro BO3pacTa, MOCKOAbKY AAs ycnewHoh 6epemeHHOCTM HeobxoguMmbl NpaBUbHbIE
MeAMULMHCKME COBETbI NO NAaHUPOBAHUIO CEMbM.

Moatomy Mbl npu3biBaem MP, KoTopble BOBAEYEHbl B MPOLIECC JIEYEHUS MALMEHTOB C MCOPUATMYECKOM
6onesHblo, nocewaTb obpasoBaTesibHble MeponpUATMA, YTODObl MOBbLICUTb YPOBEHb 3HAHUMW W MONYYUTL
HeobxoAnMble UHCTPYMEHTbl Anna 6onee 3dEKTUBHOM MOMOLWM MALMEHTAM U UX OKPYKEHWUIO. TaKKe Mbl
noadepXMBaem CO3ZaHME M BHeApeHMe CreunanmnsnmpoBaHHbIX MHOTONpPodUAbHbIX KOMaHA, BK/IOYAKOLLINX
[OEepMaTo/I0roB, peBMaTo/1I0roB, FTMHEKOI0rOB, NCUXOJIOFOB U APYrnX CneumaancTos, No Mmepe HeobxoaAnMmMocTH,
ONA OKasaHWA Hanbonee afleKBaTHOM MOMOLLM NMLAM C NcopuaTudeckoi 6onesHblo.

OBPA3OBATE/IbHbIE MATEPUANBI ANA MEOAULMNHCKUX PABOTHUKOB

MeyayHapogHbiii coBeT no 6opbbe ¢ ncopuasom (IPC) npepnaraer obwUpHYO MOABOPKY
pecypcoB M y4yebHbIX MaTepuanoB O 3aboneBaHWM, WHCTPYMEHTbl A/  BbiAB/IEHMA
ncopuaTMyecko 60nesHU y Nlofeil PasNNYHOTO PAcoBOTO M 3THUYECKOTO MPOUCXOXAEHUS,
BapWaHTbI IeYeHUA U T. 4.

https://psoriasiscouncil.org/

HauuoHanbHbii ¢poHa ncopuasa (HNP) npepsoctaBnseT nombopKy PecypcoB O PasNNYHbIX
acneKkTax ncopuatmMyeckon 60ne3HM (gMarHoCTMKa, ocobeHHOCTM 3abosieBaHUA, HoBeWLMe
MEeTOoAbl IeYEHUA, coMyTCTBYOLWMe 3aboneBaHns U T. A4.). HeKoTopble AaloT KpeauTbl B cUCTeMe
HenpepbIBHOro MeauLMHCKoro obpasosaHua (CME), 4To BaxKHO Ana KapbepHoro pocta MP.
https://www.psoriasis.org/cme-library/

AnbAHC no ncopuasy M ncopuatudeckomy aptputy (PAPAA) npegnaraet 10-yacosyto
06pa3oBaTeNbHYO NPOrpammy no NcopuaTMHeckoi 601e3HM, OPUEHTUPOBAHHYIO Ha MALLMEHTOB.
https://www.papaa.org/media/3726/psoriasis-in-practice-2022-dl.pdf
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BHEAPEHUE NMPOITPAMM
TEPANMEBTUYECKOIO OBYYEHUA
NMAUUEHTOB (TOM) HA MECTHOM
YPOBHE

TakMe WHMUMATMBbI, KaK LWWKo/Ma 3K3embl, nporpamma TOM M um nogobHble, aganTMpPOBaHHble ANA
ncopuaTmMyeckor 6onesHu, Aanm xopolime pesynbTaTthl B N1aHe YMEHbLIEHMA TPEBOIM U CTPecca, CBA3aHHbIX C
3aboneBaHMEM, a TaKMKe YAYYLWEHUA KayecTBa XU3HM WM 6narononyyma MNaUMEHTOB U UX OKPYXKEHMUA
(nogpobHOCTM cM. B pasaene «Jelicmeayroujue UHULUAMUBSLI 110 YaAYyYWEHU KaYecmaa HU3HU»).

[axe Korga nporpammbl He HanpaB/ieHbl Ha /ieyeHMe cMMNTOMOB 3aboneBaHunsa, obmeH MHboOpmaLmel,
co3gaHue coobuiecTsa U NpeaoCcTaBNeHNE CNOCOHOB CMATYEHUA NCUXONOTMYECKUX NOCNEACTBUIA 3ab01eBaHUA
NPUHOCAT Bonblyto NOAb3y NauMeHTaM U ux cembamM. Cnegya onpegeneHuto BO3, cornacHo KoTopomy
30,0pOBbE 3TO COCTOAHME NOAHOro 61aronosyyna, a He TONbKO OTCYTCTBMA 3aboseBaHMI, Mbl BbICTynaem 3a
b6onee wunpokoe BHeapeHue onpocHMka WHO-5. C ero nomoubto MOXKHO 3GPEKTUBHO OLEHUTL BAMAHUE
obpasoBaTenbHbIX NPOrpamm Ha 6aarononyyune n NcMxmyeckoe 300poBbE.

Mbl Np13biBaem K BHEAPEHMIO TaKMX NPOrpaMm Ha MECTHOM YPOBHE Npu COAENCTBUU KOMaHAbl 0OyYeHHbIX
MP 1 c yueToM nocnegHnx AOCTUNEHUN B 3TON 0b6nacTn. OHM MOTYT COCTOATb M3 4-6 CEeCCMn C BO3MOXKHOCTbIO
onTUMM3aLMKM MO Mepe HeobxoanmmocTu. Mbl TakkKe CYMTAaeM NONE3HbIM MPUIALWATb HA HUX NALMEHTOB,
KOTOpble MNOCEeLAT KAWMHUKY B PamMKax AOATOCPOYHOro HabnwoaeHwa. Takve MHWUUMATMBBLI MOTYT ObiTb
peann3oBaHbl HA MECTHOM YPOBHE NPW COAEUCTBUN OPraHU3aLnii NauMeHTOB, TaK Kak nocnegHune nob6mpytoTt
NHTEpEeCbl NALUMEHTOB U ABNAKOTCA MECTHbIMM LLeHTPamu MHGOpMaLMn N NOALEPKKM Ntoaen ¢ 3abonesaHmem.
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SAKTIOMEHUE

B aTOM AOKYMeHTE NoAYepPKMBAETCA BaXKHAA B KMU3HM NOAEN C NCOpPUATUYECKON BONe3HbIO POab OKPYXKEHUE
nauMeHTa, TO eCTb CEMbM, YXarKMBaOLWMX AL, U NapTHEPOB. OHU OKa3biBalOT IMOLMOHANbHYIO NOALEPKKY,
NMOMOratoT C MOBCEAHEBHbIMW 3a4a4aMn U NedeHnem. ITo, O4HAKO, MOXKET HaHeCTH yllepb nx cobcTBeHHoOMyY
6narononyumio. TaKKe Mbl PacCKasblBaeM O Peann30BaHHbIX B PAAe CTpPaH WMHULMATMBAX, KOTopble
HanpaB/ieHbl Ha YAy4lUeHMEe KayecTBa XKM3HM MALMEHTOB U UX OKPY:KeHuA. MNpencrtaBneHbl peKoMeHAaumu,
KOTOpble MOTYT BbITb MPUMEHEHbI HA MECTHOM U M06aNIbHOM YPOBHSAX A5 NOBbIWEHUA 0CBEAOMIEHHOCTU O
BANSAHMM NcopuaTUyeckon 6onesHM Ha cembto, 6opbbbI CO CTUrmaTU3auMein u ynydweHua 6narononyyms
NaLMEHTOB M UX OKPYIKEHMA.
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