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1. KAKBO E CANDLE

1.1 KakBo e ToBa?

XpOHNYHa aTUMnYHa HeyTpopuaHa AepMmaTto3a C JMNoANCTPOPUA U
nosnweHa TemnepaTypa (CANDLE) e psako reHeTu4Ho 3abonssaHe. B
MWUHanoTo bonecTtTa e 6Busa NocovyeHa B mMTepaTypaTa KaTo CUHAPOM
Nakajo- Nishimura nnm anoHCKn aBToOMHG1IaMaTOPEH CUHOPOM C
nunoguctpodusa (JASL), nnm ctaBHM KOHTPaAKTYpU, MYCKYJIHa aTpodus,
MUKPOLUNTHaA aHEMUNA U MAHUKYIUT- MHAYLMPaHa OeTCKa
nmnoaunctpodusa (JMP). 3acerHaTuTe geua cTpagaT OT NOBTapsLWMN ce
enn3ogn Ha BUCOKa TeMnepaTypa, KOXKHU NMPosiBU B NPOABbJ/IXKEHME Ha
HAKOJIKO OHMW / cegMULUN N KOUTO O34paBsABaT OCTAaBANKN OCTAaTb4YHMU
nypnypa nesnn, MyckyJiHa aTpodus, nporpecusHa nmnogncrtpodus,
apTpanrnusa n CTaBHM KOHTPaKTypu. HenekyBaHo, 3abonsBaHETO MOXe
ha nosefe A0 TexKa MHBANMOHOCT U OPU CMBPT.

1.2 Konko yecto e ?

CANDLE e psnko 3abonssaHe. 1o MOMeHTa noyTm 60 cny4asa ca
ONMCaHun B n1nTepaTypaTa, HO BEPOATHO nMa gpyru
HeAMarHOCTULUMpPaHN cay4yau.

1.3 HacnepsaBa nu ce?

YHacnepnsea ce KaTo aBTO30MHO peLecmBHO 3abonaBaHe (KoeTo
O3Ha4aBa, 4Ye He e CBbP3aHO C NoJi1a N 4Ye He e 3a4bJIKUTENIHO poanuTern
Aa nMa cuMnToMun Ha 3abongasaHe). TO3M TUM TPAHCMUCUA O3HAYaBa, 4e
3a na nma CANDLE, nHgneuabT TpabBa Aa nMa aBa MyTuUpaaun reHu,
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edunH OT MaWkaTa, a apyraTta oT 6bawaTa. CnegoBaTesniHoO, 1 ABaMaTa
poouTenn ca HocutTenn (HoCMTenaT nMa caMo einH MyTupas reH, Ho
He Ha 6onecTTa), a He bonHu. Poantennte, kKonto nmaT gete ¢ CANDLE
nmat 25% puUCK, 4e BTOPO AeTe e nma cbloTo 3abonsBaHe.

1.4 3aw,0 MOeTo peTe uMa ToBa 3abonaBaHe? Moxxe nu pa 6bae
npeanaseHo?

HeTeTo e 6021HO, 3aLLOTO € POAEHO C MyTUpPaa reH, Npean3BuKBalLl,
CANDLE.

1.5 NHpeKumnosHo nu e?
He, He e.

1.6 KakBu ca OCHOBHUTE CUMNTOMMU?

HavyanoTto Ha 3abonaBaHeTo € B MbpPBUTE 2 ceaMmmum Ao 6 meceua oT
»unBoTa. o BpeMe Ha geTcKaTa Bb3pPacT, KJIMHUYHUTE MPOosBU
BKJ1IOYBAT NOBTAPALWLM Ce NPUCTBNU Ha Tpecka N epuTemMaTo3Hu,
MPBCTEHOBUAHN KOXXHW MJIaKMN, KOUTO MOraT Aa NpoAb/ixKaT HAKOJIKO
OHN 00 HAKOJIKO CeaMULLN N KOUTO OCTaBAT OCTAaTb4YHU Ne3nun-
nypnypa. XapakTepHu nuesn CUMNTOMK Ca NOLAYTW BNOJIETOBMU
Kniernavyv n OTOYHUN YCTHMN.

MNepudepHa nnnoanctpodus (Han-seye B ob6acTTa Ha MLETO U
ropHUTE KpanHnum) obMKHOBEHO Ce NOosBABa B Kpas Ha KbpMa4deckaTa
Bb3pacT N e Hauue npu BCUYKM nauneHTn. YecTo e CBbp3aHa CbC
3abaBsiHe Ha pacTex)a B pa3/in4yHa CTeneH.

ApTpanrusa, 6e3 apTpuUT CbLLO ce 3abensasBa Npu NoBeYeTo NaynUeHTU n
3HAYNTENIHN KOHTPAaKTYpPW Ce pa3BMBaAT C Te4YeHne Ha BpemeTo. [pyru
Mno-penKkuy NposBn BKJKOYBAT KOHIOHKTUBUT, HOAYJ/1TApeH enuckiepuT,
Bb3MaJjieHne Ha XpyLisasa Ha ywunTe n Hoca M aTakn Ha acenTu4eH
MEHUHINT. JInnoancTtpodumaTa e nporpecmsHa n HeobpaTtmma.

1.7 KakBu ca Bb3MOXXHUTE KOMNJaMKauum?

KbpMmadeTa n manku geua ¢ CANDLE pa3suBaT nporpecmsHO
yBesin4aBaHe Ha 4epHusa gpob n nporpecmeHa 3aryba Ha nepudepHa
MaCTHa TbKaH N MYCKYJIHa Maca. MoraTt fga ce noaBaT N gpyru
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npobnemun, KaTto Hanpumep guiaTauns Ha CbPAEYHUS MYCKYJI,
CcbpAeYHU apnTMumn. CTaBHUTE KOHTPAKTYpM Ce cpellaT No-KbCHO B
XKMBOTA.

1.8 EAHO M CBbL,O 1N e 3abonaBaHeTO Npmu BCAKO paerte?
Bcuykn 3acerHaTti aeua BeposATHO We 6baaT ceprno3Ho 60HN.
Bbnpekn ToBa, CUMNTOMUTE He Ca eAHaKBWU BbB BCAKO aeTe. [lopu B
paMKUTe Ha eiHa 1 Cblla haMnans, He BCUYKKM 3acerHaTu geua ca
efnHakKBo 60osHMN.

1.9 Pa3nn4yHo nu e 3abonsBaHeTo Npu peuarta OoT TOBa Npu
Bb3pacTHuUTe?

NMocTeneHHeAaT xo4 Ha 3abonsaBaHeTO O3HavyaBa, Y€ KJANHNUYHAaTa
KapTuHa npu geua Mo)Ke B U3BeCTHa CTeneH aa ce pas3sim4yasaT OT
Ta3un, HabnwaasaHa Npu Bb3pacTHU. Npun aeua NpeanMHo ce
HabnoaaBaT NOBTAPSALLM Ce enn30oan Ha BUCOKa TemMnepaTypa,
3abaBeH pacTex, cneynuyHmn 4epTr Ha NINLUETO N KOXXHU NPOSBI.
MycKynHaTa aTpodus, CTaBHUTE KOHTPaKTYypu un nepudepHa
nmnoanctTpodpuns obnKHOBEHO ce NosBsABaT MNO- KbCHO UK B 3psia
Bb3pacT. Bb3pacTHUTe MoraT 4OpU Aa Pa3BUAT CbpaeYHU apUTMUNNn
(HapyweHnsa B CbpaevYHUsa pUTHbM) N AnnaTaTaymsa Ha CbpaeyHNs
MYCKYJ1.

2. ANATHO3A U JIEMEHUE

2.. Kak ce puarHoctuuumpa?

NbpBo TpsbBa Aa nMa cbMHeHMe 3a CANDLE, B3 OCHOBa Ha
XapakKTepuctukmnTe Ha 3abonasaHeTo npu geteto. CANDLE moxe ga ce
NOKaXe caMo CbC reHeTnyeH aHanms. JuarHosaTta Ha CANDLE ce
MOTBBbPXAaBa, ako NMauNeHTbT HOCK 2 MyTalunKn, NO efHa OT BCEKWU
poauTen. [eHeTUYHNAT aHaNN3 He e HaJIn4YeH BbB BCAKO 34paBHO
3aBefeHue.

2.2 KakBO e 3HaYeHMeTO Ha TecTa?
KpbBHUTE TECTOBE KAaTO CKOPOCT Ha yTasiBaHe Ha eputpoumntnte (CYE),
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CRP, nbnHa KpbBHa KapTuHa n dnbpuHoreH ce n3bpLUBaT NO BpeEME
Ha obocTpsHe Ha 3abonsBaHeTO, 3a Aa Ce OLUEHN CTerneHTa Ha
Bb3MaJIEHNETO N aHEMUSATA; TECTOBE Ha YepHO4POOHNTE eH3NMIN CbLULO
ce NpoBeXXJaT 3a OLEeHKa Ha y4acTUeTo Ha YepHusa apob.

Te3n TecToBe Cce NOBTAPAT NepnognyHo, 3a a ce npeueHun nanum
pesyntatuTe ce HopManusumpaT. CbLo e Taka € HeobxoaAnMO Manko
KOJINYEeCTBO KPbB 3a reHeTn4YeH aHaauns.

2.3 Moxxe nu pa ce sieKyBa UM usneKysa?
CANDLE He MoXe ga ce nsnekyBsa, 3all0TO € reHeTU4YHo 3abonsiBaHe.

2.4 KakBo e neyeHueTo?

Hama epekTnBeH TepanesTn4eH pexmm 3a cnHopom Ha CANDLE.
YCTaHOBEHO €, Ye BUCOKK Ao3n ctepounan (1-2 mr / kr / neH),
nonobpsBaT HAKOU CUMMNTOMU, BKIIOYUTENTHO KOXXHUTE 06punBHN,
noBuLLEeHaTa TeMnepaTtypa u 60NKK B CTaBUTe, HO C/ief HaMafigdBaHe
Ha Ao03aTa UM, Te3n NPOosSBU YecTo ce Bb30bHoBABAT. MHXMbuUTOpK Ha
TyMop-HekpoTun4ieH aktop anda (TNF-anda) n IL-1 (aHaknHpa)
ocurypsasaT BpeMeHHO nogobpeHne npu HAKOU NaumneHTn, HO Ca
nosenu 0o obocTpsaHMa npu apyru. MMyHocynpecnBHOTO JIEKapCTBO,
TouMnn3lymab, NnokasBa MUHMMaIHa ehpuKacHOCT. EKcnepumMeHTanHM
n3cnenBaHus C n3nonisBaHe Ha JAK-KnMHa3HM nHxnbmntopu (tofacitinib)
ca B x0[.

2.5 KakBu ca cTpaHUM4YHUTe eheKTHu Ha NleKapCcTBeHaTa
Tepanua?

KopTukocTteponanTe ca CBbP3aHU C Bb3MOXXHU CTPAHUYHN eheKTH,
KaToO Hag4aBaHe Ha Terso, nogyBaHe Ha JIMLEeTOo U NMpoMsHa B
HacTpoeHneTo. AKO cTeponanTe ca npeanncaHn 3a Npoab/HKUTENEH
nepuopn OoT BpeMe, Te MoraT Aa NPUYNHAT NOATUCKaHe Ha pacTexa,
0CTeonopo3a, BUCOKO KPBbBHO HandraHe u gnaber.

TNF-a nHxmnbmntopmn ca Han-HOBUTE NeKapCTBa; Te MoraT ga 6baaT
CBBbP3aHN C MOBULLEH PUCK OT NHEKLUUNS, akTuBnpaHe Ha Tybepkysosa
N Bb3MOXXHO pPa3BUTME Ha HEBPOJIOTUYHN UIN OPYTN UMYHHN
3abongaBaHusa. Ob6CbXKAaAH € NoTeHUMaNeH PUCK OT pa3BUTUE Ha
3/l0KavyecTBeHn 3abonsgBaHnNs, HO B MOMEHTA, He CbLIEeCcTBYBaT




CTaTNCTUYECKN OaHHW, AOKa3Balln, NoBuULeH PUCK OT 3JIOKa4YeCTBEHN
3abonsBaHuA C TE3MU NeKapcTBa.

2.6 Konko obaro npoabjikaBa Jie4yeHUueTo?
JleyeHMeTOo e 3a LA XKUBOT.

2.7 KaKkBO € MHEeHMeTO 3a HeEKOHBEHLMOHAJIHO U OONbJ/IHUTEJIHO
neyeHue?

HamMa fokasaTencTtBa OTHOCHO To3u Tun nedeHue npu CANDLE
CUHLOPOM.

2.8 KakBuM nepuMoaun4HM nperneam ca Heobxooummn?

HeuaTa Tpabea ga 6baaT HabnwgaBaHM peaoBHO (MOHE 3 NbTU
roguWwHO) OT TEXHUSA OETCKU PEBMATOJION, KONTO Aa C/iein KOHTPOa
Ha bonecTTa u Aa Kopurmnpa nedeHneTo. [leyaTta Ha nedyeHne Tpsabea
[a uMaT n3csieaBaHe Ha KPbB U YpUHa MOHEe ABa NbTU roguLLIHO.

2.9 Konko aobaro npoabJsiKaBa iedyeHneTo?
CANDLE e 3abongBaHe 3a usas XnUBOT. AKTUBHOCTTa Ha 3abonsaBaHeTo,
obave, MoXe aa pNyKTympa BbB BPEMETO.

2.10 KakBa e A bJIroCpoYHaTa NporHo3a (o4yakBaT xon, U
pe3ynTaT) Ha 3abonsaBaHeTO?

CpefHa NpoAb/IKUTENHOCT Ha XXMUBOTaA MoraT Aa 6baaT HamaneHa.
CMBbPTTa YecTo e pe3yaTaT OT My/ITUOPraHHO Bb3MNaJieHue.
Ka4yecTBOTO Ha XXMBOT € [10 FrosisiMa CTeneH 3acerHaTo, Tbi KaTo
NnauMeHTUTe cTpadaT OT HaMaJieHa aKTUBHOCT, NOBULLEHA
TeMnepaTypa, 6osKa 1 NOBTApPSLLW Ce ennM30an Ha TEXXKO Bb3NasieHune.

2.11 Bb3MO>XHO /1M € NBbJIHO Bb3CTaHOBABaHe?
He, 3a0TO e reHeTU4YHO 3abonsgBaHe.

5/7



3. EXXEOQHEBEH XKXUBOT

3.1 Kak MoXxe 3abonsaBaHeTO Aa 3acerHe eXxxeanaHeBUETO Ha
neTeTo U CeMenCTBOTO My?

[leTeTo N ceMencTBOTO cpeLwaT roneMmu npobsemm npean NnocTaBaHe
Ha OAMarHo3aTa.

Hakoun geua maTt npobanemMun ¢ KOCTHM gedopMaunm, KOUTO MOXKeE
CEepPUNO3HO Aa NOBANAAT AHEBHUTE UM OENHOCTMN.

Opyr npobsieMm MoXXe fa e NCUXosIorM4HOTO HaToBapBaHe OT
Jle4eHneTo, KOeTO € 3a UsAJ XXUBOT. lNMauneHTCKMN 1 poanTesickum
obpa3zoBaTesiHM NporpamMun pasrnexgaTt Te3u npobnemu.

3.2 KakBO € MHeHMeTO 3a yYunuwieTto?

OT CbLIECTBEHO 3HAaYeHMe e Aa Npoabs/ikn obpa3oBaHMETO Ha Aeua C
XPOHUYHN 3abonsaBaHusA. MiMa HAKONKO dakKTopa, KOUTO MoraT Aa
NPUYNHAT Nnpobnemun 3a NocellaBaHe Ha YHYUIULLE U 3aTOBa € Ba>KHO Aa
ce 06ACHAT Ha yYuTennTe Bb3MOXXHUTE HYXOWN Ha OEeTeTo,.
Poauntenute n yuntennte TpsabBa Aa HanpaBAT BCUYKO Bb3MOXKHO, 3a
ha ce nane Bb3MOXXHOCT Ha AeTeTo Aa yyYacTBa B YHYUINLHN OENHOCTU
Mo HOPMaJieH Ha4YuH, C uen He caMo fa bbae ycnewHa akageMmyHaTa
peannsaumsa Ha OeTeTo, HO U To Aa 6bae NPUeTo U OLLEHEHO OT
BPBbCTHULUW N Bb3PacTHU. bbaewa nHterpaymsa B npoecrnoHaHNA
CBSAAT € OT CbLEeCTBEHO 3Ha4YeHMe 3a M1laansa NauneHT 1N e egHa oT
uennTe Ha rnobanHaTa rpmxa 3a XpOHUYHO 6ONHM NaUMEHTH

3.3 KakBO € MHEeHMeTO OTHOCHO cnopTa?

CnopTyBaHeTO € Ba>XeH acrekT OT exxegHeBMeTo Ha BCAKO aeTe. EgHa
OT LesinTe Ha Jile4eHneTo e fa Ce N03B0JIM Ha AelaTa fa nposenatr
HOPMaJieH XXNUBOT, AOKOJIKOTO € Bb3MOXXHO M Aa cynTaT cebe cn 3a He
Mo- pPasIN4HM OT BPBLCTHULUUTE CUN. BCMYKM OenHOCTM MoraT ga ce
N3BBbPLUBAT B MOHOCMMU FpaHnUN.. Bbnpekn ToBa, orpaHnyeHa
dur3nyecka akTUBHOCT UM MOYMBKA MOXKe La Ce HaJloXXUN Mo BpeMe Ha
ocTpuTe hasu.

3.4 KakBO e MHEeHMeTO 3a aumeTtaTa?
Hama cneundpuniHa oueTa
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3.5 Moxxe nu KAMMaTHT ga NoBJusAe Kypca Ha 3abonsBaHeTo?
IIOKONIKOTO € N3BEeCTHO, KJIMMaTbT HE MOXXe [a NoBJInse Kypca Ha
3abonaBaHeTO.

3.6 MoXxe nu peTeTo Aa Ce BaKCUHUpaA?

Ia, neTeTo MOXXe fa Cce BakCuHMpa. Bbnpeku ToBa, pogntennte
TpsabBa Aa ce KOHCYNTUpaT C JIeKyBalKMS fieKkap OTHOCHO XXUBUTE
aTEeHIONPaHN BaKCUHW.

3.7 KakBu ca npo6snemMmute BbB Bpb3Ka C NOJIOBUSA XXUBOT,
OpeMeHHOCTTa M pakaaHeTo?

3acera HAMa OOCTbMHa B MTepaTypaTa MHpopMaumns 3a ToO3M aCnekT
NpuY Bb3PacTHU NaumeHTn e. Kato 060 NnpaBuio, KakTo Npu opyru
aBTouHNamaTopHM 3abonasaHunsa, no-gobpe e ga ce nnaHupa
6bpemeHHOCTTa, 3a Aa Cce ajanTmpa No-paHo lev4eHneTo, nopagun
Bb3MOXXEH CTPaHN4YeH eheKT Ha BMONOrNYHNTE areHTn BbpxXy nJoaa.
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