CUHOPOM XAHTEPA

PIOKICHE T’EHETUYHE
3AXBOPIHOBAHHA

I[HdbopMauinH1n
oykneTt ans
LLIMPOKOrO
3arany
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AsTopcbki npaBa 2020 «Takeaa
dapmacstoTikan Komnani Jlimitea» (Takeda
Pharmaceutical Company Limited). Bci npasa
3axuleHi. Hassa «Takeaa» Ta norotun
KomnaHii «Takega» € TOProBUMKU MapKkamu
komnaHii «Takega ®apmacbtoTikan Komnani
Timitep» (Takeda Pharmaceutical Company
Limited).



3HAMOMCTBO 3
CUHOPOMOM XAHTEPA,
PIOKICHUM TEHETUYHUM
3AXBOPIOBAHHAM

HesanexHo Big Toro, 4n y
Baworo cuHa abo korocs i3
3HanoMuXx HellogasHoO ByB
AiarHOCTOBaHUW CUHAPOM
XaHTepa, us Bu xuserte i3 uum
3axBOpPIOBaHHSAM, Lien pecypc
po3pobneHun onA HagaHHA
Bam kopucHoi iHdopmauii Ta
NigTPUMKMK, @ TAKOX ONUCY
icTopin cimen, siKi XMByTb 3
CUHAPOMOM XaHTepa.

[nsa oTpuMmaHHsa getanbHol
iHdopmauii Bigsigante sebcant
huntersyndrome.com.ua

Lito 6poluypy HagaHo koMnaHieto «TakeAa» Osi LUMPOKOro 3arany nuiie 3 iHhopmauiHo
meToto. |i He cnia BUKkopucToBYBaTM ANA AiarHOCTVKM abo BUpiLLEHHS NpoBrem 3i 3H0poB'aM Ym
NiKyBaHHSA 3axBOptoBaHb. BoHa He 3aMiHI0E KOHCyNbTaLilo MeauYHoro npauisHuka. 3a
KOHKPETHOI NMOpafolo 3BEPHITLCA A0 MeAMYHOro npauiBHuka. Komnanis «Takega» goknapae
BCiX PO3YMHMX 3yCUnb A5 BKIKOYEHHS TOYHOI Ta akTyarnbHoi iHdopmauii. OgHak iHdopmalulis,
sKa HagaHa y Ui eBook, He € BU4eprnHolo.

AsTopchki npaBa 2019 «Takega PapmacstoTikan Komnari Jliiteg» (Takeda Pharmaceutical
Company Limited). Bci npaBa 3axuuieHi. HasBa «Takega» Ta norotvn komnatii « Takega» €
3apeecTpoBaHMMM TOProBMMU Mapkamu komnaHii « Takega ®Papmackiotikan KomnaHi Jlimiteg»
(Takeda Pharmaceutical Company Limited).

Bci 306paeHHs1 nauieHTiB y Lt eBook BUKOPUCTOBYHOTLCA 3 403BOMY Ta HE MOXYTb OyTu
ckoninoBaHi abo BUKOpUCTaHI y ByAb-AKil iHLWi hopMmi.
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NMPO CUHOPOM XAHTEPA

CuHapom XaHTepa, TakoX BiJOMUIA SK
MyKornonicaxapuaos 2-ro Tuny

(MIIC 11), € pigKiCHUM reHeTU4YHUM
3aXBOPIOBAHHSIM, SIKE BpPaXae Maiixe
BUHATKOBO Xnonyuikis. Lle
3aXBOpPHOBaAHHSA cnocTepiraetbca y 1 3
162 000 HOBOHAPOAXEHNX HEMOBIIAT.

CuvHgpoM XaHTepa MoXe Bpaxatu
Oyab-aKy YacTuHY Tina i BUKNMKae
HU3KY O3HaK Ta CUMNTOMIB. Y BinbLUOCTi
JiTen BOHW NOYMHaOTb NPOSBAATUCH Y
BiLi Big 2 0o 4 pokKiB.

CuHapoM XaHTepa € reHeTUYHUM
3aXBOPHOBaAHHAM, sike 00yMoBreHe
Jediuntom abo BiacyTHICTIO hepMeHTy nig
Ha3Bot ifypoHaT-2-cynbdaTasa (12S).

Mpn cuHgpomi XaHTepa reH, SKuin Kogye
I2S, micTuTb MyTauijto (3MiHY), a ue
03Hayvae, Lo hepMeHT BUpOBNSETLCA 3
NoMusKkamu, ki MOpPYLLYHTb NOro
HopMmarbHy fito, abo Lo depMeHT B3arani
He BUpobnsieTbCs.

I12S € HeobXigHMM ANs po3LensieHHs
0cobnMBMNX MONEKYI, BiJOMMUX SK
rniko3amiHornikaHu (FCAT). Mpu gediunTi
abo 3a BigcyTHOCTI |12S, Ak npy cuHApPOMI
XaHTepa, BigbdyBaeTbCsl HakonuyeHHst FAlT,
LLIO 3aBaXae HopMaribHOMY
PYHKUIOHYBaAHHIO KNITUH.

Axwo Bu BBaxaeTe, wo y Bawoi autuHmn abo korocs i3 Bawunx t&@
3HaNOMUX CNOCTEPIraloTLCA CUMNTOMU CMHAPOMY XaHTepa,

obroBopiTb Le 3i cBOIM nikapem.

NMPO CUHOPOM XAHTEPA
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O3HAKU TA CUMITTOMU

CuHgpom XaHTepa MOXe BpaxaTu
Oyab-aKy YacTuHY Tina i BUKNMKae
HM3KY O3HaK Ta CUMMTOMIB.

Takox cnig 3a3Ha4nTy, LWo b6araTto 3
LUMX CUMNTOMIB € 3aranibHMMU Ckapramu
B AWTUHCTBI, ane came iX NoegHaHHs
MOXe CBig4MTX NPO CMHOPOM XaHTepa.
Tomy He MOXHa onucaTu TUNOBUIA
nepebir 3axBOpPIOBaHHS.

IcHytoTb ABa TUNK cMHApPOMY XaHTepa:
HeMpPOHONATUYHUN (3 NOPYLLUEHHAM
KOTHITUBHMX (pyHKLiN) Ta
HeHenpoHonaTU4HUM (6e3 NopyLUEHHS
KOTHITUBHMX CPYHKLINA).

[Mpu 060x TMNax cnocTepiraloTbCsA 03HAKU
Ta CMMNTOMM, L0 BpaXatoTb Tifo, ane
HENPOHOMATUYHUIA TUM TaKOX
CYNpPOBOMXYETLCA CUMMTOMaMM, LLIO
BMMMBaKOTb HA FONIOBHUA MO30K i HEPBOBY
cuctemy, To6TO, i Ha NoBeAiHKy Ta
po3BuToK. Mamxe 7 i3 10 nogen i3
CYHOPOMOM XaHTepa MaloTb
HEepOoHOMaTUYHUI TUM 3aXBOPIOBAHHS.

[ns oTpuMaHHA AeTanbHOI iHopMaLlii PO 03HAKM Ta CUMATOMU
cvHOpoMy XaHTepa BigBigante BebcanT huntersyndrome.com.ua

O3HAKU TA CUMITTOMU
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PO3BUTOK

+ 3atpumka po3BUTKY
(Hanpwvknag 3aTpumMka xoabowm,
3aTpyMKa MOBHOTO PO3BUTKY)

* TpyAHoLi B HaBYaHHi

HEBPOIIOTIA

* TloripleHHs KOrHITUBHUX
dYHKLIN

* Hanagu (3okpema abcaHcw,
To6TO TPMBana dikcauis
nornsay)

NOBEOIHKA

* Hanpwuknapg rinepakTuBHICTb,
BMEPTICTb, arpECUBHICTb

MOTOPHA ®YHKL|IA

* [lopylueHHsI MOTOPHOI (OYHKLT

O3HAKU TA CUMIITOMU

®

e

o

roNoBA

*  CneuudiyHi pyucu obnmyys,
Taki sk BUCTynatoui HagbpiBHi
Oyru, LMPOKWN Hic i TOBCTI rybu

* Benuka ronoea
*  Benukui a3uk

AONXAHHA

e YacTi BMNnagku kawnto ta
3actyau

* [lpobrnemu 3 guxaHHsAM,
BKJTHOYHO 3 LUYMHUM AMXaHHAM
Ta XPOMiHHAM

KICTKU TA CYIJiObU

+  TyropyxnuBicTb cyrnobis

+  CkpydeHi nanbui

*  KuctboBuii TyHENbHUIA
CVHAPOM

XuUBIT

*  Po3WWpeHHs LunyHka
+ [puxa (nynkoBa abo naxosa)

BYXA TA HIC

*  YacTi BywWwHi iHeKuil
+ Brtparta cnyxy
* [locTifHn HeXWTb



Cannac, 1,5 p.
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CuHpgpom XaHTepa €
nporpecy4ymmM 3axBOprOBaHHAM

[Mpy HapoaXeHHI AiTn 3 CMHOPOMOM XaHTepa
YyacTo BurnsgaTb 3gopoBumMu. Ockinbku FAI
HaKOMUYYTLCS 3 YacOM, O3HaKM Ta CUMMNTOMU
cuHapoMy XaHTepa 6yayTb nporpecyBaTu.

Mpy HempoHoNaTUYHOMY CUHAPOMI XaHTepa, K
CUMMTOMM, LLIO BMSIMBAIOTb Ha OPraHiam, T
NPOrpecytoTb, TaK i CUMNTOMMW, LLO BMANBAOTb

Ha rofioBHUIN MO30K Ta HEPBOBY CUCTEMY,

Takox OyayTb MporpecyBaty, a Lie 03Hayae, Wwo | v
CMOCTEPIraTMMETLCS 3HWKEHHSA 34aTHOCTI A0 \‘\\' )
MOBEHHS Ta HaBYaHHS | KOTHITUBHUX

30i6HOCTEN.

Ha >anb, Yyumano cumnToMiB CUHAPOMY
XaHTepa nporpecyoTb 0O NEBHOrO eTany, Konu
BOHW BXe € HE3BOPOTHUMW. OfHaK BaXINNBO
nam'aTaTtu, WO KOXHa AUTUHA 3 CUHOPOMOM
XaHTepa yHikanbHa, TOMy HE MOXHa onucaTu
TMNOBUI Nepebir 3axBoptoBaHHS.

[na oTpuMaHHs geTanbHoi iHpopMauii BigBigante sebcant
huntersyndrome.com.ua

Axwo Bu nigosproeTe, wo Baw cnH mae cuHapom XaHTepa,
06roBopIThH Lie 3i CBOIM NikapeM.

O3HAKU TA CUMITTOMU

[ediunT Yn BiACYTHICTb
nisocomanbHux hepmMeHTIB

BripobneHHs Al y opraHiami

HakonuueHHs FAl" y nizocomi

HepocTtaTHA akTUBHICTb
depmMeHTy

HakonuueHns FAl" y nisocomi,
LLIO CMPUYMHSIE NOCTYMNOBE
MOLLUKOKEHHS KNITUH, TKAHWH
Ta opraHis
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EVNOEH TA EN DKEWN

EnpeH HapoavBcs npekpacHMM 300poBUM
XJIOMYUKOM, arne y HbOro YacTo BMHUKanm
BYLUHI iHdeKLUil, KOTpi, K HaMm Ka3anu,
6ynu Tunoeumu. Mlomy BBOAMNM ABa
Habopu BYLLHWX LUYHTIB, a MOTiM, Y Biui 1,5
POKiB, ManoKoBi Buaanunun ageHoign. BiH
4YacTo MPOCTYAXYBaBCH.

Konu nomy 6yno 6nu3bko 2 pokis, s
nomituna y EngeHa 3aTpumMKy MOBHOro
po3BuTKy. OTXe, S 3BEpHYNnachb A0 NOoro
negiatpa 3a KOHCynbTaLi€eto, i BiH
NMpUMNycTmUB, LUO 3 AiTbMW Take TpannseTbCs
i HeBOOB3i Mill CUH HA340XXeHe O4HONMITKIB.
MpoTarom poky BiH OTpMMYBaB 3aHSITTEBY
Tepanito, disioTepanito Ta noroneguyHy
Tepanito.

ToHi EHH, maTn Engena ta En ke

Y En [xea s B3arani He
nomivana >XoaHnx CUMMNTOMIB.
Ane konu Engeny 6ys

NOCTaBMEHUN AiarHo3, i FreHeTuK

BKa3aB Ha gesiki MoMmeHTn y En
[xesn, 9 Tex nomiTuna ix.

ToHi EHH, maTn Engena 1a En xes

O3HAKU TA CUMIITOMU

MoTim noro negiatp 3anponoHyBaB HaM
3BEPHYTUCS OO0 FEHeTHKa Yepes pucu
obnuyusa EngeHa; BiH XoTiB, Wob daxiBeLb
NPOBIB 0OCTEXEHHS AUTUHW.

Y En [xesa s B3arani He nomiyana »XoaHux
cumnTomiB. Ane konu ErigeHy 6yB
NOCTaBIEHUN AiarHo3, i reHETUK BKa3aB Ha
Aeski MomeHTn y En [xes, A Tex nomituna
ix. En [xeto 6yno 18 micauiB i BiH e He
xoauB. Y En [xea Takox Oyna saTpumka
MOBHOIO PO3BUTKY, AK i y noro 6pata. Y
HbOrO TaKOX Oy KOHTPaKTypu Cyrnobis:
PYKM Bynu He TakMMK XOPCTKMMU Ta
3irHyTuMu, gk y EnageHa, ane Bce o4HO BiH
He xoamB npsimo. Konu En dxen 6yB
HEMOBMSIM, BiH TaKOX CTPaXA4aB Ha BYLUHi
iHdpbekuil, ToMy OMy BBOAWMMW BYLUHI LUYHTH
i Buganunu ageHoigu.




AOIAFHOCTUKA

Ons nigTBepaxeHHs abo BUKIMHOYEHHS CMHOPOMY XaHTepa BUKOPUCTOBYIOTb HU3KY METOLIB
[iarHoCTUKN.

AHANI3 CEYI HA TAT

AHania cevi Ha 'Al" YacTo € nepLUMM TECTOM, KU
NpPOBOAATL NPW MNiA03pi Ha CMHAPOM XaHTepa.

AxTUBHIiCTb igypoHaT-2-cynbdartasu (12S)

AKTUBHICTb (bepMeHTy 12S BUMIpIOIOTH 3a
[OMOMOrot0 aHanidy ceui.

lMpeHaTanbHa AgiarHocTUKa

CuvHppom XaHTepa MOXHa AiarHocTyBaTu 0O
HapOMPKEHHS LUMSIXOM BUMIpIOBaHHS aKTUBHOCTI
depmeHTy |12S B nnaueHTapHi TkaHuHi abo
HaBKOMOMMiAHMX BOAAX.

< FeHeTnYHe TeCTyBaHHA

TecTyBaHHs1 3 METOO BUSIBIIEHHS! FeHa, MyTaHTHOrO
npu cuHgpomi XaHtepa (/DS), moxe BU3HAUNTU
HOCINCTBO.

OIArHOCTUKA



CAUNAC

Konn Cannacy 6yB 1 pik, BiH CUINbHO 3acTyAMBCS 3
BMCOKOIO TEMMNEPATYpoLo Ta OBCTPYKTUBHUM BPOHXITOM,
Yyepes Lo M1 nNoTpanunum Ao fnikapHi. Jlikap, Hibn
HEeHapOKOM, 3anuTaB Hac, Y1 MU He NepeBipsAnu
OKpY>kHicTb ronioeu Carnnaca, 60 BiH BBaXxae, L0 BOHa
3aHaATo Benuka. 3a Kinbka MicsiLiB o Apyroro gHA
HaPOMXXEHHSA HALLIOMY MarneHbKOMY XIOM4YMKOBI Oyro
npoBeaeHo MPT. NonoBHWI nikap ckasas Ham, wo MPT
rokasana nartosnorito, gka Moxe 6yTn cMMNTOMOM
PiAKICHOroO 3axXBOPIOBAHHS MNif HAa3BOK
Mykononicaxapugo3s. [JoBenocb Yekatu Lie Micsup, Wob
pe3ynbTaTy aHanisiB KpoBi YiTKO NigTBEPAUNN, LLO Y
Cawnnaca cuHapom XaHTepa.

Hatani, matn Cannaca

XAHTEP TA KIHTCTOH

XaHTep — Miii cTapLumm cuH, nomy 7 pokis. BiH
CMpaBXHIM XUBYMK. 3 CaMOro HapoXKeHHs BiH OyB
XBOPOONMBOI ANTMHO. KoXXHOro micausa mu
BigBioyBanu negiatpa abo nepebysanu y nikapHi 4yepes
BWCOKY TemnepaTypy BHACNiAOK BYLUHUX iHpekuin. BiH
TaKOX MaB MyMNKOBY rPuXy, Ska HIKONW He BNpaBnsnach.

lMicns HapoaeHHs KiHrcToH nepebyBaB y BigaineHHi
iHTEHCUBHOI Tepanii NPOTAroM TPbOX TWXHIB. CnoyaTtky
BiH MaB npobriemu 3 nereHsiMun, a NoTiM YacTo
noTpebyBaB iHransAUinHOro NikyBaHHA. Y HbOro 3aBXau
OyB HEXWTb, @ TAKOX MOCTINHO BUHUKANW BYLUHI iHADEKLi.
Mwu 3HanLwnmM gincHO xopoLuy MikapKy, sika 3axoTina
nepeBipuTK 3aTPUMKY B PO3BUTKY. BoHa BignpasBuna Hac
[0 reHeTrka, ane M1 He po3yminu, Lo BiabyBaeTbCs,
NOKN HaM He NoBigOMMAN, WO xnonyukn matots MIIC 1.
Ha momMeHT giarHocTyBaHHS xBopobu XaHTepy 6yno

2 poku, a KiHrctoHy — 14 micauis.

BpitTaHi, matn XaHtepa Ta KiHrctoHa

10 OIATHOCTUKA
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XUTTA 3 CUHOPOMOM

XAHTEPA

Hornsan 3a AMTUHOK 3 CUHAPOMOM XaHTepa

MO>Xe BMAUHYTW Ha Byab-sKky ccepy

MOBCSAKAEHHOIO XUTTS, HE NULLE 3 NOrnNsay
MeanyHux notpeb. Cungpom XaHTepa Mae
3HaYHMI BMAMB Ha MPaKTUYHI, coLljianbHi Ta
€MOLLiNHI acnekTu XXUTTA ciM'i Ta ApysiB nogen 3
uieto xBopoboto. MoxxHa oTpumaTty nigTPUMKY
pisHMMUK ciocobamu: AMB. po3ain «Pecypcn»
Onsl OTPUMaHHA 0OAATKOBOI iHCbopmaLii.

Taki cumnTomu, ik npobnemu 3
PYXNMBICTIO Ta ApPiGHOI MOTOPUKOIO,
LBMALLE 3a Bce, NoTpebytoTe aganTauii
OOMaLLHBbOro cepeaoBuLLa, LWob Bawa
OVTUHA Morna nerLie nepecyBaTuchb Mo
Aomy, 6e3neyHo rpatu i camocTilHO
BWKOHYBaTW BGinblue 3aBoaHb. AganTtauis
MOX€ JOMOMOITU 3 MUTAHHAMMU LLIOAO
NPUIUMaHHS i, CHy, 6e3neku
nepebyBaHHA 6ins OyanHKy Ta Ha Bynuui
TOLLIO.

Ao

XUTTA 3 CUHOPOMOM XAHTEPA

Y piTen 3 HEMPOHONATUYHNM CUHOPOMOM
XaHTepa YacTo crnocTepiralTbCs Taki
noBeiHKOBI NOPYLUEHHS, SIK ApaTiBNUBICTb,
BMEPTICTb i rinepakTuBHiCTb. Lle o3Hauae,
LLIO BOHY NOTPeObY0Tb NMOCTINHOrO NUNBHOro
Harnsgy Ta 3axuLLeHoro cepefoBuLa Aans
nonepea)XeHHs1 TpaBM Ta HeLLLACHUX
BMNagkiB. Y Mipy po3BuTky XBopobu aitu
MOCTYMNOBO CTaBaTUMyTb BCe OinbLu
3aneXHUMN Big iHLUKX NOAeNn LWoao
3a0BOJIEHHS CBOIX LLOAEHHUX NOTPeO.
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MeanyHa
gonomMora

[o nikyBaHHs1 Bawwoi agutnHn
Moxe ByTu 3anyyeHo rpyny
axiBLiB Pi3HNX MEONYHUX
cneuianbHocTen. Linx
baxiBLiB iHOAI Ha3nBalOTb
6araTonpodinbHO rpynoro
(Br).

MpaueBnawTyBaHHA

Axwo By € uneHom cim'i abo ocoboto,
sika 3[iMCHIOE oMM 3a AUTUHOIO 3
CUHOPOMOM XaHTepa, Lie Takox
MOXKe BMNIMHYTU Ha Baly TpyaoBy
aianbHictb. Moxnueo, Bam
[OBeAeTHLCS BigNpoLlyBaTUCh 3
po6oTn abo npautoBaTh 3a rHy4KUM
poboymm rpaddikom, wob matu
MOXIMBICTb BifBigyBaTV MeguyHi
ycTaHoBu abo gornsgaTy 3a CBOEH
OUTVHOLO.

XUTTA 3 CUHOPOMOM XAHTEPA

OcBiTa

Litn 3 cungpomom XaHtepa
MOXYTb Matu 0CobnuBi
OCBITHi NoTpebu Ta di3nyHi
0BMeXeHHS, Lo 03Ha4YaTume
HeobXxigHicTb aganTauii
HaBYanbHOro cepefoBuLLA.
Lesiki gitn 3 cMHAPOMOM
XaHTepa 3MOXyTb
BiABiAyBaTW 3aranbHOOCBITHIO
KoMy, ToAi K ANs iHWNX
Kpalium BapiaHToM byae
BiABiAyBaHHSA LUKONW ANs
niten 3 ocobnueMMu
OCBITHIMY noTpebamu.
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EWOEH TA EU
IDKEW

TwxaeHb He npoxoanTb 6e3 BiaBiAyBaHHS
nikaps 4um iHworo daxiBusi, 06CTEXEHHS,

Tepanii, WkinbHUx 36opis, ane EngeH ta En

kel pobnstb BCe Lie 3 YCMILLKOI; ix cuna
[04ae MeHi cunu.

Evipen 6arato xye. Y HbOro € cocka-
NyCTYyLUKa, 5Ky BiH NMoOuTb XyBaTun. Bei ixHi
irpaLku 3pobneri 3 rymm, TOMy BOHU He
MOXYTb MOLUKOAUTY 3yOU. AKLLO BOHU
CXBUINbOBaHi, HAaNpUKnag, Ha auTa4yomy
Manganuuky, En ke nigbixxmTts Ao iHWwoi
ONTYHM | 3axoye norpaTtu, ane LUTOBXHE Ti.
BiH pobuTb Take HeHaBMUCHO, BiH MPOCTO
He po3yMie, Lo cnig NposBASATY
o6epexHicTb. Mu NocTinHO Haragyemo
nomy npo ue. BoHu notpebytoTb Garato

yBaru Ta poboTu. MeHi 3aBxau AOBOAUTLCA

cnigKyBaTtu 3a HAMMU, 60 BOHM LIiKaBnATbLCA
TUM, LLIO HABKOJO, BUXOAATb Ha BYMULIO i
ryonstbcs.

ToHi EHH, maTn EnpgeHa Ta

XUTTA 3 CUHOAPOMOM XAHTEPA

BoHn notpebytoTb 6arato
yBaru Ta pobotn. MeHi 3aBxau
O0BOOUTLCA CrigKyBaTu 3a
HMUMK, 60 BOHMU LIiKaBAATHCS
TUM, LLIO HABKOIO, BUXOASATb Ha
BYNULIO | ryBnsTbes.

ToHi EHH, maTn Engena ta En
xesa
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XAHTEP TA
KIHFTCTOH

Bu cnpaBgi He 3HaeTe, 4YOro Yekatu Big
Liei xBopobu, OCKinbKM BOHA NO-
pi3HOMY BMIMBAE Ha KOXHY AUTUHY. [lo
4 pokiB XaHTep Maixe He rOBOpUB.
Xnon4yvku BiaBigyBanuv noroneaa, a
TaKkoX OTpUMyBanu Tepanito 3 NpMBoaYy
i3NYHMX 3aXBOPIOBaHb Ta CEHCOPHUX
npobnem. XaHTep Ta KiHrcToH Takox
BiABigyBanu LWKony Ang aiten 3
ocobnueuMu notTpedamm.

Mos nopaga iHwuM 6aTbkam —
3HaNAiTb KOrocb, XTo 6 TaKoX MaB
aiten 3 MIMC I, 3 kum Bu mornu 6
cninkyBaTncb ocobucto. bauntu umx
iHaKLIMX ManeHbKux aiten i 6a4nTn BCix
LIMX XNOMN4YuKiB, COBHEHUX NOOOB'I0,
npocTto gae Bam BNeBHEHICTb.

BpitTaHi, MaTn XaHtepa ta KiHrctoHa

XUTTA 3 CUHOPOMOM XAHTEPA

EAOEH TA EU
IDKEWU

Ham nogobaetbcs pobuTtu Bee, Lo
paaye xnonuie. Bce, o BoHU 6axatoTb
pobuTtn, Mu pobrmo Bcieto cim'etn. Mu
TakoX NtobrMMo BEYEPATM No3a AOMOM
pa3oM: BipTe YK Hi, BOHWU cnipaBgi
noBoaATbCcA Ao6pe, AKWwo y HuX € iPad.
Ham nogobaetbcs 6yBaTtu Ha BynuLli,
MU OyXe BiOKpUTI Moau, | xnonusam
Take Tex nogobaeTbes.

ToHi EHH, maTn Enpgena ta En Dxes

CAUNAC

BiH nobutb YntaTy KHUMK, rpatn y dytbon, cnisatu nicHi,
KonaTtuck y cagy Ta raHAaTv OiayceBuX Kypewn i Kpomnukis, i
Haworo nca Opky. My BOSAYHI, WO AisHanuca npo noro
XBOPOOY HaCTIiMbKN paHo, i MMLIAEMOCh CBOIM XOpobpum
MarneHbK1UM CUHOM.

Hatani, matn Cannaca



PECYPCHU

Hwxye HaBegeHO HU3KY iHchopMaUiMHUX pecypciB:

HUNTERSYNDROME.COM.UA

Huntersyndrome.com.ua —ue iHbopMaTnBHWI IHTEPHET-PECYpC AN NaUieHTIB
Ta ix cimen, 9KkMn MIiCTUTb Bi4eOo Ta MaTepiany Npo CMHAPOM XaHTepa, Lo
OMnMCyTb cCamy XBOPOOY Ta iCTOpIl NauieHTIB, a TakoX Ha4aoTb KOPUCHI
nopagu. [ina oTpumaHHA aeTanbHoi iHbopmallii BiaBiganTe sebcant
Huntersyndrome.com.ua

CEPIT HA YOUTUBE

[isHanTechb GinbLue Npo cMHAPOM XaHTepa Ta NoAMBITLCS ICTOpIT NaLieHTIB
Ha YouTube-kaHani «CuHapom XaHTepa». Ha kaHani npeacTtaBneHo HU3Ky
BCTYNHWX Bigeo, iCTOpil NauieHTiB Ta iHpopmaLito, Lo perynsapHo
OHOBMOKTLCA. [ins nepernsgy Bigsigante YouTube-kaHan «CuHapom
XaHTepay.

RARE2AWARE

RARE?2 [isHarTecb binbLie npo cuHapom XaHTepa Ha Rare2Aware, IHTepHeT-

AWARE pecypci, Ae nauieHTun, cim'i, ocobu, ki 3QiNCHIOTE Aornaa, Ta MegUYHi
npauiBHUKM AiNATbCA iCTOpPIAMY CBOro AOCBiAY XUTTS i3 CUHOPOMOM
XaHTepa Ta iHWKUMK PigKICHAMKN 3aXBOPOBAHHAMM.

MignvwiTbea Ha Rare2Aware Ha @

15 PECYPCH
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