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MABA 1

OBoj Boamy ce ogHecyBa Ha CTaHOapauTe

3a Hera (ang. SoC, Standards of Care) 3a
HajuyectaTta popma Ha CnmvHanHa MyckynHa
Atpoduja (CMA), HapeueHa 5 CMA (Bnam
MnaBa 2, lfeHeTMKa 1 mjarHosa). OBoj Boanu

€ HaMEeHET 3a CUTe - BO3PaCHU 1 Mnaam nyre
Kom nmaat 5q CMA n 3a poguTtenu un ctapatenmu
Ha geua Kom nmaat 5q CMA. Herosata uen

e Aa page MHGopMaumm 3a Toa KakBa rpuKa
MOJKe [a O4YEeKyBaaT 1 Aa AobujaT, Taka LTo
TUE MOXKAT A3 MMAaT aKTUBHM Pa3roBopu Co
CBOjOT MEeAMULMHCKM TUM 33 TOa KaKo Hajaobpo
[a Ce CrnpaBarT co cocTojbata, BKAY4YyBajKM ' 1
MOKHUTE ONuUUn U U36opW.

MopatoumTe 1 coBETUTE HE Ce HAMEHEeTU Aa
rM 3ameHaT coBeTuTe Ha Balwmnot AoKTop.
Ako cTe Bo3paceH Koj uma CMA, Tpeba aa

ce KOHCyNnTMpaTe co Balwmot AoKTop 3a cuTe
npaLlarba NoBp3aHn co BawweTo 3apasje.
C/IMYHO Ha TOa, aKo CTe poauTen / HerysaTen
KOj ro unita oBa, Tpeba Aa ce KOHCyNTMpaTe co
[aBaTenNoT Ha 34paBCTBEHM YCyrn Ha BaweTo
Aete 3a cute paboTu LWITO ce ogHecyBaaT Ha
HEeroBOTO 3/paBje, BK/Iy4yBajku ro 1 Balueto
[JeTe BO ANCKYCUUTE aKo HeroBaTta Bo3pacT e
COOABETHA.

Morke fa buae Kop1CcHO Aa MMaTe Konwja o4,
08B0j Boany 3a aa ro npeseHTMpare, ako BO
6uno Koe Bpeme Bu e notpebHa nogapLuKka
WU MMaTe OUCKYCUM CO MEAMLIMHCKM eKcrnepTu
Kou He ce 3ano3HaeHn co CMA. Ako cte

M13Ja IMYHOCT KOja ro Ynta oBoj Boguy, 61
6110 KOPMUCHO Aa ro MPOUUTATE CO HEKOj KOj €
3ano3HaeH Co cocTojbaTa, KaKo WTo e Bawmot
poAuTen, HerysaTen Uam MeamLMHCKM eKcnepr.

LUto e CMA?

CnuHanHata MycKynHa Atpoduja (CMA) e

peTKa, reHeTCKM Hac/leAHa HEBPOMYCKYHA
cocTojba. Taa npean3BUKYBa NPOrpecuBHa
MYCKY/NIHa cnabocT un ryberbe Ha ABUMKEHETO
nopaam cnaboct Ha myckynute (atpoduja).
OBa Moe Aa BAuvjae Bp3 CNocobHOCTa 3a
nos3ere U OAeHe, ANLLEHE U FTONTakbE,
ABUXKEHe Ha paleTe, ANaHKKTe, raBaTta U
BpaToT. MocTtojat pa3nnyHn popmn Ha CMA

W LUMPOK CNeKTap Ha Toa KOJIKY CEPUO3HO ce
noroaeHun aeuaTta, M1aguTe U BO3pacHUTE.
MNoyectute popmm Ha CMA ce LWNMPOKO
no3sHatu Kako ,5q CMA"“ u yecTo ce noHaTamy
onuwaHu Kako ,Tun“ Ha CMA (BuaeTe , Kako
[la ro KOPUCTUTE 0BOj BOAWNY ).

Boguny Bo MefyHapoaHuTe cTaHaapau 3a Hera 3a CMA og 2017 roguHa
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lpynaTta 6elle cBecHa AekKa
3eMjuTe MMaaT Pa3IMYHN HMBOA
Ha pecypcu, na Hanpaswnja
npenopakun Bp3 OCHOBA Ha
MMUHMMANHATA FpUXa U NoaapLUIKa
wTo cekoj co CMA Ttpeba aa ja

nobue Kage n aa xusee.

KOU CE CTAHOAPOUTE 3A

HElFA 3A CMA?

KomuTeT Ha MefyHapoaHM eKcnepT 3a
34paBCTBEHA 3aWTHTa M NnaupeHTckn CMA
eKCnepTy Aaf0a NPenopaku 3a rpuka 1 Hera

Ha Zeua, Miaauy nyfe n BospacHn co CMA. Tue
6ea objaseHn Bo 2007 roamHa 3a notpebute Ha
cemejcTBaTa Kako ,,MefyHapoaHu cTanaapam 3a
rpuxKa 3a CMA - SoC'“. Op, Toralw, ce 3ronemysaat
[0Ka3wuTe Aeka nyfeto co CMA 1 HUBHUTE
cemejCcTBa MoXKe Aa o4eKyBaat nogobap KeanmteT
Ha YKMBOT OTKOJIKY LUTO TOa beLule c/iy4aj BO
MWHATOTO, NMpez, ce 1 BO rosieMa MepKa nopaau
nofobpyBarbaTa BO MeAMUMHCKaTa rpuKa u
HeraTa.

CraHa jacHo aeKa oBMe Nogobpysarba U MPOMEHM
BO NpaKcaTa 3a rpuxKa U Hera, BEPOjaTHO BeKe

He ce NpeLyn3HO NpeTcTaBeHn BO OPUrMHAIHUTE
CTaHaapaw. buaejkm ynpasyBareTo O

CMA moke aa 6apa ekcrnepTr3a Ha MHory
cneupjanncTu, 26 eKcnepTy n NPeTCTaBHULM

Ha NaupMeHTUTe 04, AeBeT 3eMjy ce COCTaHaa BO
Tek Ha 2016 roanHa 3a Aa paboTaaT Ha HUBHO
aXKypuparbe. Bo Toa Bpeme, MpBMOT TPETMaH

3a CMA, HapeyeH Spinraza® (noHeKoralu

Ce HapeKyBa CO HEroBOTO NrEHEPUYKO MME,
nusinersen), 6elwe ogobpeH Bo CALL. Nako e
3HAYajHO AOCTUrHYBaH-E, BAKBMOT TPETMAH He e
JIEK M MOpa 43 OAM paKa A0 pakKa co Hajaobpata
noaApLUKa Npu Hera 1 rpuyka. 3atoa, notpebata
32 aXKypUpaH-e Ha OBUE NPENopPaKM CTaHa yLwTe
noBarKHa.

[anv HeKoj npuma nnu
He Tepanuja co NeKOBMU,
WA NpaBuaHO aobuBa
nobpa noaapLiKa -
BKJ/lydyBajKM CnpaByBatbe

CO CMMNTOMUTE, MMA
MeEHTaIHa U counjanHa
6narococtojba - e KNy4yHOo
33 NOCTUTHYBaHE Ha
Hajaobap MOXKeH KBanuTeT
Ha *KUBOT.

Boavy Bo MefyHapoaHUTe cTaHAapau 3a Hera 3a CMA oa 2017 roavHa



ExcnepTuTe 6€a noaeneHu Bo paboTHM rpyniu cropes,
HWMBHaTa cneumjanncTyKa obnact. Bo pamkute Ha
HMBHMTE 06N1ACTU Ha eKcnepTM3a, Te 6ea 3a40MKEHN
0@ 'Y pa3rneayBaaT U HAjHOBUTE AOKA3M KaKo U
CTABOBMTE Ha CNELMjaINCTUTE OA, LENNOT CBET 3a

TOa LLTO € Hajaobpa rpuxKa 1 Hera. Tue v pasrneaaa
Hay4HuTe NybanKaumm 1 nobapaa Mmcierba Ha MHOTY
APYr MeryHapoaHM eKCnepTu.

[pynaTa NoTBpAM AEKA MMA OFPaHNYEHN CTYAMUMU

KOW ce ogHecyBaaT Ha Bo3pacHn co CMA, HO aeka
MHOTY OZ, ANCKYCMUTE 1 MPENOPAKUTE 3a Hajaobpa
noAApLLKa NP1 Hera ce NPUMEH/IMBM 1 33 AeLaTa 1 3a
BO3pacHuTe. Kny4oT 3a HajcoogBETHATa MHTEPBEHLM]a
W rPUXKa KPUTUYHO 3aBUCK 0f, ,,YHKLIMOHAHATA
CNocobHOCT Ha AETETO, MNAANOT UM BO3PACHUOT” -
Oa/V MOXKaT Aa ceaar, Aa CTojaT UM Aa OAaT; Aanun
HUBHOTO AuLLeHe buno 3acerHaTo og, CMA; Kou
OPYrv CEKOjAHEBHW YXMBOTHM aKTUBHOCTU BU MOXKene
4a v nocTurHat . 3atoa osue SoC ce 3a cuTe BO3PaCTy.
Cenak, belLie 3aKNy4eHO AeKa ronema pabora Tpeba
na buae bokycmpaHa Ha pasbrparbe Ha B/IMjaHMETO
Ha CMA Ha TeKOT Ha XKMBOTOT Ha eAHa INYHOCT U

Ha MMMNIMKaUMKTE 04, Hea 3a NoAApLUIKa NpU Hera

Ha BO3pacHW. Bo MHory 3emju Beke nocTojaT nau

Ce N/1IaHMpPaaT MHULM}ATUBM 33 A3 NOMOMHAT BO Taa
HACOKa, LUTO NaK Ke AoBee A0 eBOMyUMja HA NOHUTE
SoC.

lpynaTa beLle cBeCHA AEKA 3EMjUTE MMAAT Pa3IUYHU
HMBOA Ha pPecypcu, Na NPENOPaKMTE Ce HarNpPaBeHM
B[P3 OCHOBA Ha MMHMUMa/IHaTa Hera U NoAAPLLKA LUTO
cekoj co CMA tpeba aa ja aobue, Kage v aa KuBee.

Bo Hoemspwu 2017 rogmHa, No 0BME COCTAHOLM U
AncKycum, 6ea 0bjaBeHn ABe Hay4YHU CTaTUK CO
aXKypupaHu ynatctea. OBue cTaTum 6ea HanuwaHu 3a
MEAMLIMHCKN EKCNEPTM N COAPMKEQ MHOTY C/TIOXKEHU
MeAMLIMHCKUTE TEPMUHN U AETANN, 33 4@ UM CYKaAT
BO HMBHaTa CEKOjAHEBHA rpuska 3a siyieto co CMA.

Hay4Hu ctatum og, 2017 roamHa

[ujarHo3a u Bogere Ha CnuHanHa
MyckynHa Atpoduja: Oen 1: NMpenopaku 3a
AWjarHocTuKa, pexabunuraymja, optoneguja

M HYTPUTUBHA Hera

AwnjarHo3a n Boaewe Ha CNMHaNHA
MycKynHa Atpoduja: flen 2: benoapobHa
M aKyTHa Hera; IEKOBU, A0AaTOLU U
MMYHU3aLUK; APYrA OPraHCKU CUCTEMU U

€TUKa
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LLITO COAOPMMU
OBOJ BOAMNY?

3a ga ce HanpaBaT NoONpPUCTanHn
obHOBEHUTE CTaHAApPAM 3a Hera, TREAT-
NMD paboTelue co noBeke MefyHapoaHM
rpynu 3a 3actanyBakbe M NoA4PLWKA Ha
nauMeHTUTe, 3a Aa ro pa3sne O0BOj BOAMM.

Beb6-cTpaHuuM 3a 3acTanyBsare

¢ Spinal Muscular Atrophy UK
www.CMAuk.org.uk

¢ CureCMA
www.cureCMA.org

¢ CMA Europe
www.CMA-europe.eu

¢ Muscular Dystrophy UK
www.musculardystrophyuk.org

¢ TREAT-NMD Alliance
www.treat-nmd.org

Hwe makcMmanHo ce notpygusme 4a rm
objacHUMe MeaNUMHCKUTE TEPMUHM BO
TEKCTOT KOJIKY LUTO € MOXHO MnojacHo. Kage
wTo 36opoBuMTE Ce NojaByBaaT BO OBaa

60ja, objacHyBaHETO MOXKE Aa Ce Hajae BO
NMOMMHUKOT. Boan4oT, 0OAHOCHO HerosaTta
TOYHOCT € NpOoBepeHa OA CTPaHa Ha
MeAULMHCKM eKcrepTu, Kon 6ea aBTopu Ha
Hay4HuTe cTatkm og, Hoemspwu 2017 rogmHa.

Boguy Bo MefyHapogHuUTe cTaHaapau 33 Hera 3a CMA og 2017 rogvHa

Boanyot, o4HOCHO HeroBsara
TOYHOCT € NpoBepeHa o4,
MeOULMHCKUN eKcnepTu, Kom bea
ABTOPW HA Hay4YHUTe CTaTUMN Of,
HoemBpu 2017 roguHa.




KAKO AA CE YNOTPEBYBA OBOJ BOAWUNY

BoauuoT e nogeneH Ha norna.ja; cekoe nornasje ce ¢pokycmpa Ha cneumdpuyeH acneKkT Ha HeraTa
3a CMA, KaKo 1 Kora Tpeba Aa ce npoLeHyBa, U onuuuTe 3a MHTepBeHUMja. Bo pamkuTe Ha cekoe
norna.je Ke BUAUTE YECTO Pa3/IMYHM HACOKM M ONLMM 33 FPUXKa M YNpaByBakbe BP3 OCHOBA Ha
dU3NYKM NpecBPTHUUM an TMN Ha CMA, KaKo WTo e onuwaHo nogony. bugejku CMA Bnunjae
pPa3IMYHO Ha CEeKoe nLe, He MoXKe Aa buaaT cooaBETHU CUTE OMNUMM 33 CEKOj NoeanHeL,

HajuectaTta popma Ha CMA e WwmnpoKo nosHaTa Kako ,,.5q CMA” n noHaTamy 4ecTo e onuiyBaHa Uam
KnacuduumpaHa Kako Tmn Ha CMA cnopeg, Bo3pacTa Npy NOYETOKOT HA CMMNTOMUTE U GU3UYKUTE
NpPecBpTHULM:

Tabena 1 KnnHunuka knacudukaunja 3a CMA (Tabena agantupaHa og RS Finkel et al, 2017, cTp.597)

Tun Ha CMA BoobuuaeHa BO3pacT Ha BnnjaHue Ha MmycKynHara cnabocr
NOYEeTOKOT Ha CMMNTOMUTE npu ceperve / operve

Tvn 1 Nomnagun on 6 meceum He moxe pa ceam nnum aa ce Tprana
CaMOCTOjHO

Tun 2 7 po 18 meceuym MoKe aa ceam, HO He oM CAaMOCTOjHO

Tun 3a 18 oo 36 meceum Moske aa oam, Mako oBaa CnocobHoCT
MOMKe aa ce n3rybu co TeKoT Ha
BpemeTo

Tun 36 3 g0 18 roauHu CnocobHoCT Aa 04K, MaKO MOMKe OBaa
CNOCOBHOCT Aa ce U3rybu co TEKOT Ha
BpemeTo

Tvn 4 Hag 18 roamum J1ecHU NOTEeLWKOTMM BO ABUKEHE
(moTopHK)

BakHO e ga ce 3anameTu AeKa He NocTojaT CTPoro AedUHUPaHU FPaHULM KOU T1 ABOjaT eaeH

og, apyr TunosuTe Ha CMA cnopep, nojaBaTa Ha CUMNTOMUTE BO AETCTBOTO, U AE€Ka B/IMjaHNETO

Ha 5q CMA Bo ronema mepka Bapupa nomery noeamHLmM, UCTO Kako 1 BO ¢popmaTa Ha BO3PaCHM.
[lononHWUTEeNHO, cera Kora HeKou N NpMMaaT Tepanunja, MOXe 4a UMa YLITe MOoroieMu pasinKku
BO BAMjaHMeTo. Mopaam Toa, 0cobeHO BaXKHO € Kora ce pasroBapa 3a rpu»kata U HeraTa, Aa ce
norneAHe He Camo Ha KAMHUYKaTa Knacudukaumja Ha CMA Ha anuaTa, TyKY M Ha Toa KOU GU3INYKK
NPecBPTHULM THe 1 AocTUrHane. Tue MoxaT UAM He Mopa Aa 6uaaTt UCTU KaKo BO ropHaTta Tabena.

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa



Bo oBoj Boany, noeaHoOCTaBHO, Ke rv HajaeTte
cnefHUTe cymmnpaHu 360poBu LITO ce
ynoTpebyBaart 3a Aa ce NpuKaxke Koe ynaTcTso 3a
rpUXKa U paKoBOAEeHE Ce OAHECYBa Ha KoM rpynu
[Aeua 1 BO3pacHMU:

YnatcTBaTa MCTO Taka MOXKe [a Ce 0AHeCcyBaaT

Ha TMnoT Ha CMA KaKko Bo Tabena 1 nam ce
oaHecyBaaT Ha CMA co ,,paH no4yeTtoKk”. Toa e Kora
CUMMTOMMUTE 3aMOYHYBaAAT NpPe., WeCcTUoT MeceLl;
N TUMMYHO OHME CO ,,PaH NMOYETOK" ce He-ceaaum.
MNogoueH noyetok Ha CMA ce ogHecyBa Ha nojasa
Ha CMMMNTOMM MO LLIECTUOT MECELL, O, }KUBOTOT;
TUNUYHO OHWME CO MOAOLIHEXKEH MOYETOK '
BK/y4yBaaT U ceaunTe 1 oJaunTe.

Kora guckytuparte 3a Herata Ha CMA co
34PaBCTBEHM PabOTHULUYM, MOXKe Aa buae on,
NOMOLL Aa M NpaLuaTte Ha Koe nornasje Tpeba aa ce
MOBMKaTe BO CEMEjHMOT BOANM.



FNABA 2

FTEHETUKA U
NUJATHO3A

¢ TEHOT SMN1

MNMoBeKeTo nyfe MMaaT ABe KOMUU Of reHOT 3a NPEKUBYBake Ha MOTOPHUOT HeBpoH 1 (SMIN1)
— NO efeH HacneaeH og, cekoj poauten. OBue reHn rm cogpKat nHGopmauumTe NoTpebHM
3a ga ce npoussege SMN nNpoTenH Koj rm ogprKyBa 34paBU ONHUTE MOTOPHU HEBPOHM

Ha ‘pbeTHMOT Mo30K. JlyfeTto co 5g CMA nmaat aedekT namn myrauuja Ha ABETe KONuKM Ha
HMBHMOT SMN1 reH, WTO 3HaYM AEKa He ce BO MOXHOCT ga npoussegat SMN npotenH wTo
UM e noTpebeH. bes Hero, 4ONHUTE MOTOPHM HEBPOHM Ce BAIOLWWYBAAT WTO ja OrpaHM4YyBa
HMBHATA CNOCOBOHOCT @ HOCAT eNEKTPUYHN CUTHAIM Of, MO3OKOT 3a A3 MW ABUKAT
MycKyauTe kou ce 3adpaTteHn co CMA. OBa npean3BMKyBa MyCKy/IHa C1abOCT WTO MOXKe A3
B/IMjae BP3 ABUKeHETO, AULLEeHeTO U FToNTakeTo.

SMN 1 reHoT e Ha NeTTUOT XPOMO30M BO PEFMOHOT O3HAYEH KaKo ,,q“ nopaau WTO MaBHUTe
Bnaosn CMA yecTto ce HapekyBaat 5q CMA.

¢ TEHOT SMN2

[pyr reH UCTO Taka MMa ynora Bo NPOU3BOACTBO
Ha SMIN npoteunH. OBa e reHoT 3a NpeXX1BYBakLe

Tabena 2 bpoj Ha SMN2 Konuu

reHepasHo Noep3aHu co Tunosun Ha CMA.

Ha MOTOPHUOT HeBpoH 2 (SMIN2), noHeKoralu ce Tun Ha CMA | Bpoj Ha SMIN2 Konnu wTo
HapekyBa 1 CMA “back-up gene” (pe3epBeH reH). ' UMAaT MHO3MHCTBOTO
Cenak, Bo noronemuot gen og SMN npotenmHoT nyfe co CMA
npousseaeH og reHoT SMIN2 HegocTacyBa KayyeH

rpagerkeH 610K, Koj 06UYHO ce Npour3BeayBa i ;
og SMNL1. Toa 3Haum geka nako SMN2 moxke aa 2 3
co3gage oapeneH dyHKumMoHaneH SMN npoTeuH,

He MOMe LLeIOCHO Aa o HaA0MECTU HEUCMPABHUOT 26 : ;

SMN1 reH Kaj nyfeto co CMA. BpojoT Ha Konuu Ha
SMN2 morke fa Bapupa o eaHo 40 Apyro AvLe m
MOXe Aa ce ABUXKM Of, Hy/1a 40 ocyM. [oceayBatbe SMN 1 reHoT e Ha neTTor
noseke SMIN2 Konuun ob6mn4HO ce NoBp3yBa Co
nomasnky cepmosHm CMA cumntomu. Tabena 2 ro
MPUKaXKyBa OMNLUTO O4YeKyBaHMOT 6poj Ha SMIN2
KOMMM NOBP3aHmM co cekoj Tmn Ha CMA. Cenak,
TOYHM NpeaBuayBarba 3a cepnosHocTa Ha CMA He
MOKaT [la ce HanpaBaT CaMo BP3 OCHOBA Ha 6pojoT
Ha Konuu Ha SMN2. [Ipyru reHeTckn dpakTopu
B/IMjAAT Ha TOA KO/IKY NPOTENH e NPOou3BEaEH Of,
cTpaHa Ha SMIN2 reHoT (uTe).

XPOMO30OM BO PETNOHOT

O3HayeH Kako ,,q“ nopaam

WITO rnaBHuTe TMNnosm Ha CMA
yecTo ce HapeKkyBaaT 5q CMA.

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa 11
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AKO caKaTe Aa npouynTaTte noseke
MHGOPMaLMM 33 TOa KaKO HeKoe

nnue moxe ga Hacneam CMA, ogete

Ha ,Mpwunor 1°.

UcTo Taka, moxKebu Ke cakarte ga
ro nornegHete aenot ,KopucHu
pecypcu” BO KOj ce HaBeaeHU
OpraHM3auuunUTe Ha NaLUeHTH

AO0CTalnHu BO pPa3/1IMdHU 3EMjM.

KAKO 5Q CMA CE HAC/IEAQYBA

5q CMA ce npeHecyBa o4, poguTenn Ha
HUBHUTe Aeua npeky owTeteHU SMN1 reHu.
O6K1YHO ce cneamn aBTOCOMHO PELLECUBEH
MOZAeN Ha HacnenyBake, WTO 3HAYM AeKa ce
npeHecyBa o, poauTennTe Ha HUBHUTE Aeua

npeky owTteteHn SMN1 renn. Toa 3HauuM geka:

€ /lyfeTo Kou HacieayBaart Ase

oliTeTeHn Konuu oa reHot SMN1 (no
efieH oA, cekoj poanten) umaat CMA.

€ JlyfeTo Kou HacneayBaaT eaHa
olITeTeHa Konuja 1 eaHa 34pasa
Konuja Ha reHoT SMN1 (no eaeH oz
CeKoj poauten) ce Ha CMA.
Okony 1 og 40 nyre ce Ha
CMA; Hemaat CMA n
HUKaKBK cumnTomun Ha CMA.

€ JlyfeTo Ko HacneayBaart ABe
34pasu konum og reHot SMN1
(eneH opg cekoj poguten) Hemaat
CMA 1 He ce

Mako noseketo HacneaysaaT CMA o aBata
poauTenu, Kaj okony 2% og, nyreto myTaumjaTa
€ HOBaQ, HajBepPOjaTHO Nopaam rpeLuka so JHK
0f, jajue KneTKaTta nam cnepmaTo3omgHaTa
KNeTKa of Koja bune 3a4yHatn. OBa ce
HapekyBa de novo myTauuja.

BarkHO e uneHoBWTe Ha cemMejcTBOTO Aa

v pa3bepaT pesynTaTuTe og, reHeTCKoTo
TecTMpakbe WTO A0BEO A0 AWjarHo3a Ha
CMA. TeHeTcKo coBeTyBarbe Tpeba aa ce
CnpoBeAyBa CO 34PaBCTBEH PADOTHMK KOj
MMa CTpy4YHa 0byKa 3a reHeTuKa. Toj ke
OAroBOPM Ha CMTe NpaLlakba LWITO cemejcTBaTa
MOKe [1a T'M MMaaT 3a reHETCKMTE acneKTU Ha
AmjarHosata u ke obesbeam MHPopmaumm 3a
MOXHUTE OMNLMK 33 naHUTE BpemeHOCTH.

AKO caKaTe fa npounTaTe noseKke
MH(OPMaLIMM 3a FreHETUKATa U KaKo HeKoe
nnue moxe ga Hacnegu CMA, Be monmme
ofeTe Ha ,HacneaHaTa” cTpaHMua WTo ja
06e36ea1BMeE BO NPUOT Ha OBa Nor/aBje
(Bnanm ,,Mpwunor 1“). cto Taka, MoXeTe Aa ro
nocetute aenot ,,KopucHM pecypcu” Bo Koj ce
HaBeAeHW OPraHM3aLMm1TE Ha NaLMEHTN KOU
ce A0CTanHW BO Pas3/InyHU 3eMjU.

Boguy Bo MefyHapogHuUTe cTaHaapau 33 Hera 3a CMA og 2017 rogvHa



MaToT Ao AmjarHo3a Ha aete 06MYHO 3anoYHyBa

Of, CTpaHa Ha pPoAUTENOT UM 34PABCTBEHMOT
paboTHMK. Bo noTelukarta ¢opma Ha CMA TMn

1 (He-ceeYKM) CO paH NOYETOK, POAUTENUTE U
HeryBaTesnTe BOOOMYAEHO CTaHYBaaT 3arpuKeHm
3a M/IMTABOCTa HAa HOBOPOAEHYETO (cnab myckyneH
TOHYC) W NOTELLKOTUM BO NOCTUTHYBaHE Ha
dU3NYKIMTE NPECBPTHULM. MYCKYHMOT TOHYC €
nocnab Ha MyCKy/IMTe Ha HO3eTe OTKOJIKY Ha paueTte
Kaj HUBHUTE Aela. VICTO TaKa YecTa e nojasaTa Ha
NOTELLKOTUM NPU XPaHEHETO Kaj HOBOPOAEHYETO,
rnopaam cnabute MycKkyaun 3aZi01KEHN 3a FTONTakbE.
CAnMYHO Ha Toa, TMe YecTo UMaaT Npobaemm co
ONLLEHETO NOPaAM HUBHUTE CNabu pecnmpaTopHn
MYCKY/IN.

Jeuata co CMA T1n 2 (ceagykn), Mako He ce TONKY
Cepro3HO NoroaeHn Kako oHne co CMA tmn 1, ucto
TaKa, NOKaKyBaaT 3HaLUM Ha MyCKy/IHa cnaboct

Ha HO3eTe noseKe of, paLeTte. HUBHUTE MyCKyN

3a rONTakbE U AMLLIEHE MOXKE M HE MOPa A3

NOKaXXyBaaT 3HAUM AEKa Ce 3aCerHatu.

Jeuata co CMA tvn 3 (oieuKm), UCTO TaKa,
MoKarKkyBaaT c/1abocT Ha Ho3eTe noBeKe of, ciaboct
Ha paueTe. BuaejkM HUBHUTE MYCKY/IM 3a roNTarbe
1 guwerbe 0bMYHO He ce 3acerHaTu, Tue Hemaat
TeHAEeHLM]a 3a NojaBa Ha NOTELLKOTUWN NPU roNTarbe
N getse.

BospacHu co CMA tvn 4 (newaum) Kage bonecra
Ce NojaByBa 3a NPB MaT Kaj BeKe BO3pacHU 1L,
0OMYHO M fOXKMBYBAAT NPBUTE CUMIMTOMM KaKO
MYCKY/IHa HenpujaTHocT 1 / unm 6onka. buaejkm
HUBHWTE MYCKY/IN 3a FOITakbe U AnLiere 0buyHO
He ce 3acerHaTu, Te 06MYHO HemMaaT NOTELLKOTUM
Npwv ronTakse 1 uLieme.

MokeTe fa HajaeTe noaeTanHn o0bjacHyBarba 3a
cumntommTe Ha CMA ako ja nocetute Beb-cTpaHaTa
Ha opraHuW3aumjaTa Ha NauyeHTn HaseaeHa BO
aenot ,, KopucHu pecypcu® Ha KpajoT o4, 0BOj BOAMY.



AKo AOKTOPOT CMEeTa AeKa AeTe N BO3PpaCeH NMa

CYMNTOMM KOW YKaXKyBaaT AeKa moxke Aa uma CMA,
TOj Ke opraHm3npa Aa ce 3eme NPUMEPOK Of, KPB

1 a ce UCnpaTh Ha TecT 3a Aeneupja (bpuuerse)

Ha SMIN1 . AKO TECTOT NoKaxke AeKa ABeTe
Konum og, SMN1 reHOT maaT aedeKT- aeneumja,

Ke ce noTBpAu AnjarHo3aTta Ha 5 CMA. CneaHo

Ce NpenopayyBsa Aa buae npecmeTaH 1 6PojoT Ha
SMIN2 Konum, Kako KOPUCEH NOKa3aTes 3a Toa Kako
Ke ce oaguBa bonecTta BO MAHMHA (NPOrHo3a), WTo
NaK Ke BoAM KOH Hajaobpa Hera 1 Boaere. OBa UCTO
TaKa € KOPUCHO BNAEJKM KTMHNYKUTE UCMINTYBaH-A 33
HOBWTE TPETMAHM YECTO MMAAT BNE3HW KPUTEPUYMM
co oapeaeH 6poj Ha SMN2 Konunm Koj MHAMBKAYaTa
MOpa Za M 1MMa 3a A3 Y4eCcTBYBa BO KIMHUYKOTO
TecTupare.

AKO BO TECTOT Ce YTBPAM AEKa CaMO e4Ha Konunja
oA SMN1 reHOT uma aedekKT, HO CUMNTOMUTE

cé ywTte ynatyeaaT Ha CMA, ce npenopavysa
NMOHATaMOLIHO NOA/NAabOKOo reHeTCKo

TecTMpare npeky npouec HapevyeH SMN1
CeKBEHUUOHUpare Ha reHuTe. Toa 61 bapano
noeauHeYHU, CyNTUAHN MyTaLuum BO , KOM
aKo Ce HajaaT, NoTBpAyBaaT AnjarHo3a Ha 5q
CMA. Ako asete SMIN1 Konuu ce NPUCYTHU U He
ce aedeKTHM, MHOTY MaJIKy e BepojaTHO AeKa
cMmnTomuTE ce npuunHeTn og CMA. Ke 6uaat
noTpebHM Apyrn TECTOBM 3a Aa Ce NOCTaBU

AnjarHosa.

[pyrTe TECTOBK, KaKO LLUTO CE XMPYPLLKO 3eMatbe
Ha Man NPUMEPOK Ha MycKynuTe (

) M TECTOBM Ha HepBHaTa GyHKUM]a, He
ce noTpebHK 3a Aa ce anjarHocTnuppa 5q CMA.
Cenak, Moxe Ja brnaat noTpebHN A0NONAHUTENHN
TECTOBW 32 OHME CO MOoAOLHEXKeH nodyeTtok Ha CMA,
braejkn cuMmnToMmUTE MOXKe Aa BraaT NoCcynTUAHK
1 NOTELLKM 33 AnjarHoCcTULMparbe. Ha npumep,
MOKe [1a Ce HanpaBy TeCT Ha KPBTa KOj o MCnuTyBa

MYCKY/THUOT ( nnn LUK).



NOBUBAHE HA
NOUJATHO3A

OunjarHosaTta Ha CMA Tpeba ga ce coonwTn
CEH3UTUBHO, IMYHO, O, CTPAHA Ha reHeTMn4ap
WM HEBPONOT. BO TEKOT Ha NPBMOT COCTAHOK
OVCKycujaTa Tpeba Aa coapu:

¢ llto ja npeansBmMKano coctojbaTta
¢ Kako coctojbaTta 06M4HO Hanpeaysa

¢ KakKo coctojbara ro 3acera BalleTo
pete co CMA nau Bac Kako Bo3paceH
co CMA n KaKo Taa MOXKe 4a BAunjae Bp3
CemejcTBoTO

¢ Kaksu onuum 3a TPeTMaH ce A0CTarHu,
AOKOJIKY T’ UMa

¢ [ucKycuja 3a cOoaBETHM ONUMK 33
crnpaByBakbe CO CMMNTOMMUTE

MNocebHo e BaXKHO Aa ce 0be3beau
MCMXONOLIKA U eMOLMOHA/IHA NOAAPLLIKA BO
0BOj MOMEHT KaKo 1 BO MAHWHA.

JlekapoT Koj ja AaBa AMjarHo3aTa UCTO

Taka Tpeba Aa ro M3BecTu 3a gujarHosaTa
CEMEjHMNOT NeKap U NOKANHMOT MeAULMHCKN
TUM WM Aa rM COBETYBA 3a NPaBUIHOTO
Boaerbe Ha CMA.

MocebHo e Ba)KHO Aa ce

06e36e4M NCUXONOLLIKa U

eMOLMOHaIHa NoaapLIKa
BO OBOj MOMEHT KaKo U BO
NAHWHA.

Y
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BOCMOCTABYBAKWE HATPUKA U NOAAPLUKA

CMA e KomnneKcHa coctojba Koja
pasn4YHO BAMjae Ha nyreTo. HajoobpoTo
cneperse 6apa aHraxkmaH of, MHory
Pa3/INYHN 34PaBCTBEHU CNELMjANNUCTU
(Cn.1). Cekoj Koj e anjarHOCTMLMPAH

co CMA Tpeba ga 6uae ynateH oo
CNeLmjanCcTMYKa HEBPOMYCKY/THA
KAMHWKA U gpYyrn peneBaHTHU
CNeLnjannCcTUUYKN KAMHUKN. Toa MOXKe Aa
BKYYM CNeumjanmnuctu 3a:

OpToneaunja

Cnuka 1.

MyATuamMcumMnanHapHa
eKcrnepTr3a 1 BUA, Ha
3rpUNKYBatbe Koja MoXKe

Oa ja pobue Hekoj co CMA
(agantmpaHo og E. Mercuri et al,
2018, cTp.106.)

Hespo-myckynHa/
pexabunurtaumja

UcxpaHa,
racTpoeHTeposoruja n
3paBje Ha KoCKkuTe

¢ Juwerbe (pecnupatopHa Hera)
¢ MWcxpaHa (racTpoeHTeposioruja n AMeTeTuKa)
¢ Kocku n myckynu (optoneacka Hera)

¢ Pexabunutaumja (dusmotepanestn (OT) n
paboTHW/ okynaumoHu TepanesTn (OT))

CemejcTBaTa 1 BO3pacHMTE amua 3acerHatm og, CMA
ncTo Taka Tpeba aa AobnjaT reHeTCKO coBeTyBakbe.

PecnunpaTtopHa
Hera

AKyTHa Hera

KoopanHaTtop

BknyyeHoOCT Ha
Lpyrv opraHm

CemejcTBO

MegnkameHTHn

Boavy Bo MefyHapoaHUTe cTaHAapau 3a Hera 3a CMA oa 2017 roavHa



Cneuujanuctute Tpeba aa pabotaT 3ae4HO Kako McTo Taka Tpeba aa Bu ce gapat nHdopmaumm 3a

MYATUANCUMNIMHAPEH TUM KOj HEe Camo LUTO Ke [a MMaTe MOXKHOCT 3a:

rv pasrnega meauuMHCKMTe noTpebu Ha BaweTo

aete unu BawmnTte, TYKY UCTO Taka Ke r1M 3eme BO ¢ KoHTakTUparbe co rpynuTe 3a noaApLuka u
npeasua u ke buaat NoYMTyBaHU CUTE COUMjaNHM, 3actanysatbe nospsaHu co CMA

KYNTYPHM U AlyXOBHU NOTPEe6U LITO v umare.

TUMOT UCTO Taka MOXKe Aa BKNYYM CneLujanmnctv ¢ [puctan Ao A0BEPMBN OHAAJH pecypcu 3a

3a nasnjaTMBHa Hera KoM MMaaT eKcnepTusa noseke MHOPMaLMK 33 yNpasysarbe W Hera

BO KOHTPO/1aTa Ha KOMMJIEKCHWU CUMNTOMM.

. ¢ [ucKyTuparbe 33 KIMHUYKUTE UCNUTYBaHA
ManujaTMeHaTa Hera e YeCTo NOBP3aHa CaMo CO
rPWXKa 3a KPajoT Ha XXMBOTOT, @ BO NpaKca Mma
MHOTY NOLUMPOK GOKYC 3a Aa My NMOMOTrHe Ha

NIMLETO Aa NocTUrHe A06ap KBa/MTET Ha XUBOT.

KoM MOoxKebu ce COO4BETHU

TumoBUTE 33 NaanjaTMBHa Hera UMaar 3a Len Aa
ro afanTupaaT 3bpaHNOT TPETMaH Ha XKMBOTHUTE
Le/IM Ha NaumneHToT, Aa obe3benat nomoll BO
HagMMHyBaHe Ha Npean3BuumuTe, U Tpeba aa ce
CMETaaT 3a KOMMN/JIeMEeHTapHa ycayra Ha gpyrute
$opmMM Ha MeaMUMHCKa noaapLuKa.

Hackopo no aujarHosata Tpeba aa pasrosapate 3a
MOHOCTUTE 33 Hera BO OTBOPEHWN KOHCYNTaLLMK CO
BawmoT MynTUANCUMNANHAPEH MEANLIUHCKN TUM.
OsBa Tpeba aa buae Ha nocTojaHa ocHoBa. M3bopuTe
3a UM NPOTUB MHTEPBEHTHA Hera Tpeba Aa ce
peBnaMpaaT co MPOMEH/IMBU OKOTHOCTM aKo Bue
WM MEANULUMHCKMOT TUM CMETaTe ZIeKa e COO/IBETHO.

Ce npenopayysa cuTe NPOLLEHKM 1 KOHTPOAW Aa

ce KOOpPAMHUPAAT Of, CTPaHa Ha efieH YaeH of,
MEANUMHCKMOT TUM KOj € 3an03HaeH CO MOMHaTa
nporpecuja 1 noteHumjanHuTe npeamssmum Ha CMA,
0Ba e reHepa/IHO HEBPOOT, MeANjaTPUCKM HEBPOOT

WM BO HEKOM LIEHTPYU ,,KOOPAMHATOP 3a Hera”,
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IMABA3

OBOj Aen rv pasrneaysa HauMHUTE Ha KoM
dun3moTepanmnjata Moxe [ia ce KOpPUCTM 3a Aa ce
NMOMOTHE Ha /INLLETO Aa ja NOCTUTHE UM OAPKYBA
cBojaTa GpyHKLUMOHANHA CNOCOBHOCT 3a g MOXe
Aa UMa gobap KBaAUTET Ha KMUBOT. TepMUHOT
dYHKLMOHaNHa CNOCOBHOCT MOMKe Aa ce KOpUCTU
3a Aa ce 06jacHM cnocobHOCTa 3a BpLUEHE
CEeKOjAHEBHM aKTUBHOCTU 1 334a4M KaKo ceaerbe,
KOPUCTEHE Ha TOANETOT, 06/1EKYBabE, jaaeHe
WM KauyyBakbe Ha CKau.

3aTerHyBarbe Ha 3r1o06oBuTe ( ) yecto
ce cpeKaBa Kaj nyre kon umaat CMA 1 moske aa
[oBeaat Ao 60/1Ka M TELUKOTUM NPU ABUMKEHE.
O6nacTV Ha TeNOTO KoM 0BMYHO Ce 3acerHaTu

Ce paMeHarta, lakTuTe, 3roboBUTE, NPCTUTE,
KOJIKOBUTE, KONeHaTa, My*KAO0BUTE M CTananaTa.

n gpyrute epektn Ha CMA moxe aa
ce ybnarKaT €O Toa LUTO /IML,ATa Ke MMaaT pefoBeH
npucTan go cecumn 3a pusmoTepanmja. bes omen
Ha TMnoT Ha CMA, geuata, Mnagute 1 BO3pacHUTE
Tpeba aa AobujaT noaapLLKa, COBETM M onpemMa 3a

[1a MOXKaT Aa CTOpPaT LUTO € MOXKHO noBseKe 3a cebe.
[eHepasIHO MOXKe Aa o4eKyBaTe Gpu3noTepanesToT
(PT) n okynaumoHmor TepanesT (OT) Aa An3ajHnpaat
M AEMOHCTPMPAAT COOABETHU MHAMBUAYAIM3NPAHN
BeXKOW. The UCTO Taka Ke coBeTyBaaT UAn

obe3benat onpema v aganTaLMm 3a Aa v ofiecHaT
aKTMBHOCTUTE 32 MOBUAHOCT M CEKOjAHEBHOTO
¥uBeemre. Ha cemejcTBaTa 1 BO3pacHUTE 0BUYHO UM
Ce NOKaXKyBa KaKo Aa UM NoMaraaT BO UCTErHyBatbe,
BO BEKOW N BO KOPUCTEHETO Ha ONPEMA, TaKa LUTO
pefoBHaTa pu3noTEpPanmja MoXKe Aa ce BKIOMMU BO
[HEBHUTE PYTUHM.

Bo TeKOT Ha 0BOj Aen, KaKo LTO MM NpUKaxKyBame
npenopakute Ha SoC, rv BKAy4yBame U
npecKkpunTMBHUTE MHGopMmaummn Ha SoC 3a Toa
KoKy ponro Tpeba ga ce HocaT OpPTO3U U KOJKY
yecTo Tpeba Aa ce M3BeaAyBaaT UCTETHYBaHbA.
Cekorawl 3anameteTe aeka ¢pusmoTepanesT nam
cneupmjanmnct ke buae Bo MOXKHOCT Aa B 06e36eau
WHAMBUAYANN3MPAH NAaH.



dusnoTepanmjata 1 pexabunmrtaymjata

3a OHWMe KoM He ceaaT MMAaT 3a Len aa ro
HamanaT 3aTerHyBakeTo Ha 3rnobosuTe, Aa ja
ONTUMM3MPAAT PYHKLMjaTa M Aa UM MOMOTHAT Ha
NyFeTOo A3 TONepPUPaAT PA3NUYHN NO3ULUN KaKo
LUTO Ce NeXKetrbe Ha rpb, Ha CTpaHa uan ceaerbe co
nomoLu. Kora ¢pnsnotepanesToT Uam paboTHUOT
TepaneBsT AaBa Npenopaku, Tpeba Aa Aazie HaCoKM
1 aa obesbeam obyKa Kage LUTO € COOABETHO.

Mo3numoHmnpamwe
PasiuHmM NOTNOPU KaKo LUTO ce POSIHU, KTMHOBMY,
NOJIHETM NEPHULN, KE UM NMOMOTHAT Ha He-
cefeykmTe LA Npyv Noa4pLUIKA Kora exkaT Ha
rp6, HacTpaHa MK BO cegeydka nosoxoba.

Ce npenopayyBaaT ceauLTa U CUCTeMM 3a
cnvetrbe M3paboTeHM NO MepKa, 3aeHO Co
€NEKTPOMOTOPHU KOMIMYKM NN MaHYE/THU
CTPONEPU KON OBO3MOXKYBAAT /IerHaTa uam

nosuumja co HaBanyBaks€.

UcTterHyesamwe
BakHo e cekoj wto nma CMA ga nma wro e
MOXHO norosiema GpekcMbnaHoOCT Bo 3r1060BuUTE
3a Aa NOCTUTHE NN OOPXKM He3aBucHocTa. Ce
npenopavysa UCTErHyBaHe Ha MYCKy/InTe Kou
06M4HO ce 3rpyeHn. Cute oBMe ONumKM He ce
COOABETHU 33 CEKOro, HO MOXKHOCTUTE BK/1y4yBaaT:

AcnCTUPaHO UCTErHyBakbe — Kora HeKoj nomara
CO ABUKereTOo. MpenopayaHnoT MUHUMA/IEH
6poj NaTn HegeNHOo e TpU A0 NeT cecum.

OpTO3M - KoM NOAAPXKYBAAT UK
NMOBUNN3MPAAT EKCTPEMUTET UK ‘poeT.
OpTO3M Ha pakaTa MOyKaT A3 NOMOrHaTt

Npu ABUXKEHE, HO Cenak 0BO3MOXKyBaaT
dnekecnbunHocr. 3a aa uaat epekTMBHU BO
nopobpyBareTo Ha GAeKCMBUAHOCTA, OpTO3UTE
Tpeba aa ce KopucTaT noseke og 60 MUHYTK
WM NPEKY HOK.

CepU1CKM KaCTUHT - eKCTPEMUTETOT Ce CTaBa BO
cepuja Ha rvnc Bo TEKOT Ha e4leH Nepuog, nNpu
LUTO MOJ/IeKa ce Kopernpa nosuupmjaTa co cekoe
MoZenvpatbe.

Mpotesu - Kou ce CANYHM Ha OPTO3UTE U Ce
KOPWCTaT 3a NOAAPLUKA Ha AeN 04, TeN0TOo

3a @ NOMOTHaT Npu cTabumsnpame 1
NMPOMOBMpPaHE Ha ABUKeHeTO. 3a Aa buaat
edeKTnBHU THe Tpeba Aa ce KopUCTaT HajManKy
neT NaTh HeAeNHo.

OkonyspatHuum (LLlaHuoBa jaka) - moxe aa
6mAaT KOPUCHM 33 NOAAPLLKA Ha [1aBaTa U
A06pa no3numja Ha BPATOT LUTO Nomara npu
AVILLEHETO.

BepTtukanusaropm (CreHaepu) - ce NOMOLLHa
anaTKa Koja ce KopucTu 3a besbegHo aa rm
noaapsKyBa Nyreto BO UCrpaBeHa ,,cToeyka”
nonoxba. Tue morke aa ce Kopuctat

3a ;@ MOMOrHAT BO OA4PMKYBaHETO UM
nopobpyBaHETO Ha NOCTypaTa Ha TeNOTO,
34paBjeTo Ha KockuTe (

) n anrectujata. Osue
rlomarana He ce NoroaHu 3a cekoro 1 Tpeba
[a Ce KOpMCTaT CaMO aKo Ce Mo npenopaka Ha
du13noTepanesT.
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Bexxbute n pnsmnuknte ABMKEHa MOXKe da buaat npeamssuk

3ad HEKOUN He-CeaeYvykn 1nua -

BawwnoT dpusortepanesT nnu
paboTeH TepaneBT MOKe Aa Be coBeTyBaaT 3a oBa.

Momarana u TeEXHONOrKja MOXKe Aa ce KOPWUCTAT 3a A4a NMOMOTHaT BO ABUXKEHETO. Bexbute n
dM3MUYKOTO ABUKEHE MOXKe Aa buaaT npeam3BUK 32 HEKOM He-Cefeyvykn nLa - akTMBHOCTU BO
BOAa MOXe Aa buaaT KOpMCHK, AOKOJKY IaBaTa e nogaprkaHa v NocTom cooABeTeH Haa30p.
dunsnotepanesT UaM paboTeH TepaneBT MOXe A3 COBETYBaaT 3a OBa.

PenoBHO KOpUCTEHE Ha PAa3IMYHU TEXHUKW U ypean 32 MaKCUMU3Mparke Ha cnocobHocTa 3a
OVLWEeHEeTO M OTCTPaHYBaHE Ha CEKPETOT € MHOTY BaxKHO. dusmoTepanujata Ha rpaZHUOT KoL e
0cobeHO BaXKHa 3a Bpeme Ha bonecTt unm npes onepaunja (suam Maea 6, Auwerse (PecnnupatopHa
M NYIMOHaNHa Hera)).

[o6ap npumep 3a TEXHO/OrMjaTa LITO MOXKe 3 Ce CKOPUCTU 3a @ MOMOrHe BO KOMyHMKalLujaTa
M [ia ce 3roleMmn He3aBUCHOCTA e ,,ypea 3a cedere co o4n”. OBa My OBO3MOXYBa Ha /IMLLETO A4a o

KOPWCTM CBOjOT NMOrnes Kako HauyMH 3a iaBakbe MHCTPYKLIMU NPEKY KOMMjYTEPCKM eKpaH.




SITTERS (CEAEYKWN)

3a ceieyKM NALMEHTH, [/TaBHU LIe/IN ce Aa ce
HaMa M 3rpuyBaH-ETO Ha 31060BUTE OAPIKYBAjKM
M GNeKCMBUNHM 1 Aa ce CNPeYn UCKPUBYBaHE

Ha ‘pbeToT (cko1M03a), KaKo M 0APMKYBaHE Ha
HM3a ABWKEHA LLITO Ke NMOMOTHE Zia ce 3ro/ieMm
He3aBMCHOCTA NPU CEKOjAHEBHUTE aKTUBHOCTW.
®usmotepanesT nam paboteH TepanesT Tpeba Aa
[la[aT HACoOKM M 0byKa 3a TOa KaKo Z1a ce NOCTUrHaT
OBUE LIE/IM KOPUCTE]KM 1 CNeaHUTE TEXHUKM:

¢ [lo3numoHunpare

OpTO3M Ce HaaBOpeLLHM Nomarana Kou rvm
noaaprKyBaat paueTe, Ho3eTe unu ‘pbeTor 3a
[a ce NpeBeHMpa UM NOMOTHE ABUMKEHETO
3a NOCTUTHYBaHE€ aKTUBHOCTU KaKO CTOEHE U
noaAp:KaHo ogeme. Tue BKAy4yBaar:

MpoTte3u/Kopcetn - ce npenopayysaar 3a
noaapLiKka n ctabuamnsauuja Ha ‘pbetot

M NPOTE3M 32 MOMOLL NPU ABUNKEHE Ha
pauete. 3a TMe Aa buaaT epuKkacHu, Tpeba
[a Ce KOpUCTaT HajMasKy NneT naTM HegenHo

OpTO3M M NPOTE3M - KON MOXKaT Aa ce
KOPWUCTAT 33 04 pXKyBarbe Ha 3rnobosuTe
BO oApefeHun no3munn. 3a ga buaar
edeKTmBHU, TMe Tpeba aga ce HocaT 60
MWHYTU UK, aKO € COOABETHO, NPEKY HOK.

MNopapluKa Ha BPAToOT - LITO MOKe Aa buae
KOPWUCHO Npu naTyBakbe.

MoaAaprKaHo cToemwe - Koe r'v UcTera Hoserte,
npomosupa nogobpa nocTypa, ja sronemysa
KOCKeHaTa rycTuHa, UMpKynaumjaTa Ha KpBTa
W ja onecHyBa KoHcTMnaumjata. Osa Tpeba

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa

Aa Tpae 4o 60 MUHYTU MUHUMYM TPU [0
neT Natv HeAeNHO, HO NeT A0 ceaym NaTu
HeZenHo e Hajaobpo 1 Npenopaynunso.

€ lcTerHysarbe

BerkbuTe 32 MyCKyM KOM Ce ,,3rpYeHN” moxke
[a ce HanpaBaT Co acMCTeHLMja N MOXKe A3

€ NOTNOMOrHaTo co ynotpeba Ha opTo3u,
BEPTUKANM3ATOPU M OPTO3M KOM NMOMaraat BO
nosuumjara.

BaykHo e Aia buaeTe OCNeAHM BO UCTErHYBaHLETO.
KombBuHMparbe Ha epeKTUBHWN UCTErHyBak-a

CO OPTO3M M MOCTOjaHO BEXKOakbEe € 0, KIYHHO
3Hauerbe. PyTvHaTa Tpeba uHayBm1ayanHo Aa

ce npunaroay oA, GprsmnoTepanesT UM paboteH
TepanesT. 3a Aa buae epeKTMBHO, UCTETAH-ETO,
NpOTEraH-ETO Ce Npenopadysa noseKe oz, NeT A0
ceflym NnaTtv Heale/IHo.

€ MobuAHOCT U Bexkbare

Cute cepaum Tpeba Aa MMaaT e/1eKTPOMOTOPHA
MHBANMACKA KOJIMYKA CO COMNCTBEHW CeAeYKM
CUCTEMM KOW TV 3310BO/TYBAAT HUBHUTE
NHOMBMAYANHM NoTpebu. [JeuaTta 06MYHO
MMAAT KOTHUTUBHM N GU3MYKM cnocobHOCTH

@ KOpUCTaT e/1eKTPOMOTOPHA MHBANNACKA
KOZIMYKa Npes, Aa Hano/HaT ABe roavHK, na
3aTOa e KOPUCHO A Ce U3BPLLUM NPOLLEHKa npes,
BO3pacTa of, 4Be roANHN.

OHue Kou ce NOCUAHN MOXKe Aa NPEeTnoYnTaaT
NeCHa MaHyeJIHa MHBa/InACKa KOJIMYKa U
TaKBa CO €/IEKTPUYHA NOMOLL Ha TPKa/1iaTa KOja
61 MM 0BO3MOKMNA NOrosiema He3aBUCHOCT.
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Tpeba aa ce NOTTUKHYBa BeXKbOarbeTo 3apaam HEeroBnutTe MHOryb6pojHM NPUAOOUBKM, KAaKO LWITO

ce: oaprKyBake 1 nogobpysarbe Ha cunaTa, GAeKcMbUIHOCTa, U3APKANBOCTA U PaMHOTEXKATA.
McTo Taka MmorKe Aa ro nogobpu y4ecTBOTO BO aKTUBHOCTUTE Ha yumanwTte, dakynteT, paboTa, BO
cnoboaHOTO BpeMe U coumjaiHUTe aKTUBHOCTU. Bexkbute Tpeba Aa ce M3BeAyBaaT Ha Pa3IMYHK
HaUYMHK; OBa MOXKe Aa COAPXKM BerKba Koja BKAydyBa NOAUratbe Ha TeXXUHa (TPEHMHT co oTnop),
nanBsarbe, pMsnoTepanmja Koja BKIy4yBa jaBatbe Ha KoM ( ) M CNOpPT CO NHBANNACKK
KOMIMYKM, KOW Ce NMPUjaTHM HaunHU Ha Bexbarbe. Pu3moTepaneBT MOKe 3 COBETYBaA 3a Bexbure.

KaKo 1 Kaj He-cegeuykunTe naumeHTn, Ppa3nmyHu TEXHUKM M anapaT MOXe Aa ce KopucTaT 3a
[la Ce OAPXM ANLLEHETO U Aa Ce HaManu CEeKpeToT (Buan Masa 6, Auwerse (PecnupatopHa u
nyAIMOHasIHa Hera)). OBa e ocobeHo Ba*KHO 3a Bpeme Ha enusogum Ha bonect u npea onepayuja.




3a NaumeHTUTe KoM 0AaT CaMOCTOjHO, LeNTa

€ [a Ce OAp*KM N NOTTUKHE MaKCMMaJIHa
MOBMNIHOCT, CEBKYNEH ONCEr Ha ABUNKEHE U
KOJIKY LUTO € MOKHO NOrosiemMma He3aBUCHOCT BO
CeKojaHeBHUTE aKTMBHOCTU. 3a Aa ce NocTurHe
0Ba, BaXKHO € Aa ce paboTtn Ha pnekcMbunHocTa,
cUnaTa, U3LPKANBOCTA M PAMHOTENKATA.
dur3noTtepaneBToT AN PaboTeH TepaneBT Tpeba
[a pa3roBapaart 3a 0Ba, A3 A343T HACOKM U Aa
06e36eaaT cooaBeTHa 0byKa. Te MorKaT Aa rm
COBETYBAAT C/IeAHNBE HA4YMHM 3a NMOCTUTHYBaAHE
Ha oBMe LieNu:

UcTterHyBamwe

WUcterHysarbata Tpeba aa buaat aen og,
nporpamara 3a Bexbatbe 3a Aa ce 3a4yBa
dnekcmbunHocTa Ha 3robosuTe, 0CObEHO
[NYXKO0BUTE U KosleHaTa. Tue MoxKaT Aa ce
HanpagaT Co NOMOLL W/ CAMOCTOjHO. UcTo
TaKa MOXKe Aa ce ynotpebyBaaT OpTo3M 3a Aa
ce NpoAo/IXKaT UCTerHyBaHbaTa U ia MOMOrHaT
BO Toa. MMHMManHaTa ppeKBeHUMja 3a
ncTerHyearbe e 2-3 natu HeZenHo, a Hajaobpa
onuuja e Tpu A0 NeT NaT1 HeAeHo.

Mo3snuynoHupame

Moke aa ce Kopucrtat Ha AONHUTE
EKCTPEMUTETHU 33 OAPKYBaHE Ha
dnekcnbuaHocTta, noctypata n pyHKumjaTa
Ha IYXA0T M KONEHOTO KO Ce HOCaT OKoy
rpaaunte n ‘pbeToT MoXKe Aa ce KopUCTaT 3a
NOTTUKHYBakbe NOCTypaTa Ha TeNOTO Npu

ceagere, HoO He ce npenopayvysa Nnpu oaere.

MobunHocT u Bexkbare

JlecHn MaHyenHN MHBANMACKN KOMYKN UK TaKBK
CO e/1eKTPMYHA MOMOLL Ha TPKasiaTa MOXaT Aa
61aaT KOPUCHM NOPAAM 3aMOPYBAYKMOT HaNopP
WTO e noTpebeH 3a oaerbe . EnekTpomoTopHH
WNHBANINACKN KOJIMYKM UIN CKYTEPU MOXKe A3
61aaT KOPUCHW 3a MOAOATM PACTOjaHMja.

MporpamuTe 3a BexKbarbe Kou ce GoKycmpaaTt

Ha CUNa, N34PAKINBOCT, GNEKCUOUIHOCT U
paMHoTeXKa Ke buaat og Kopuct. SoC npenopayysa
aepobuK Bexkbarbe, NnBakbe, 0AeHE, BO3EHE
BE/IOCMNE, jora, BEC/1are, eUMTUYeH/ Kpoc
TPEHWHT 1 BUA, Ha pu3MoTepanmja Koja BKIy4yBa
jaBarbe Ha KoM (
HauYMHW Ha BeXKbatHbe.

), Kako [obpu

dusmnotepanesT Tpeba Aa cOBETyBa 3a TOA

KOJIKY YeCTO M KONKY A0/T0 Aa ce Bexoba.

Boguny Bo MefyHapoaHuTe cTaHaapau 3a Hera 3a CMA og 2017 roguHa
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CMA HajuecTo npean3BuUKyBa
nyreTo ga umaat npobremm

CO KOCKUTE U MYCKyuTe
(opToneackun). OBa moxe Aa
BK/ly4yBa npobnemm co ‘pbeTor,

KOJIKOBUTE, 3rnob6oBUTE U KOCKUTE.

IMABA 4

OPTOMNEACKO

BOAEHE

CMA HajuecTo npeam3BMKyBa NyFeTo Aa MMaaT MYCKYIHU U NPo6ieMn Co KOCKUTe (opToneacku).
OBa MoXKe Aa BKAy4dyBa npobiemun co ‘pbeToT, KoNKoBUTE, 3rN0boBUTE U KOCKUTE. Bes ornes, Ha

JIEKOBU UK ApYyrn TpeTMaHu, cuTe anua co CMA (ceaeuku, Heceleukm U oHMe Kou oaaT), Tpeba aa
MMaaT peaoBHM NPOLEHKN U NPENopaku oA 06yYeHM YNeHOBM Ha TUMOT KaKo LUTO ce OPTONeAcKu
KoHcynTaHT, pusmotepanesT (MT) nam okynaumoHeH TepanesT (OT). OBa Tpeba Aa 0OBO3MOXKMU
ceKkoj npobnem fa ce MeHalMpa Ha HaYMH Koj Ke MOMOTHe BO AOCTUIHYBakEe UM OAPKYBaHbE Ha

OBUXKereTo U bnarococrojbara.

BJINJAHUE BP3 ‘PBETOT

CMA moxke fa rv ocniabHe MyCcKyauTe Kou ro
noaapKysaat ‘pbeToT a 6e3 oBaa NoAApLLKa,
‘pbeToT MOXKe Aa brae noseyYeH o rpaBMTaLmjaTa
1 aa ce nckpmemn. Ce NpoLEHYBa AEKA KAKO LTO
pacrat, 60-90% o He-ceaguKUTE 1 ceaeyKuTe
pa3BMBaaT ‘POETHO UCKPUBYBaHbE, Kako 1 50% of,
/iMLaTa Kov o4ar.

Kora ‘pbeToT ce KpmBM Ha Koco Bo popma ,,S*
nnm,,C* ce HapekyBa ckoimoza. Kora ‘pbetot ce
HaBeAHYBa Hanpes, Toa ce HapeKyBa kndo3za.
McToBpemeHo Co UCKPMBYBaHL-ETO Ha ‘pbeToT, ce
jaByBaaT M NPOMEHM BO SUAOT Ha rPaZAHMOT KoL U
pebparta LUTO ro HamaslyBaaT NPOCTOPOT KOj € Ha
pacrnonararbe 3a pacrerbe Ha 6enmTe apobosm 1 3a
Auulerbe. 3aToa, BaXKHO e Aa ce ciem CeKoj Koj uma
[eTCKM novetok Ha CMA 3apaam MOXKHa CKOMo3a.

McKpurByBarbeTO Ha ‘pbeTHMOT cToNb Hajaobpo ce
CNeam co PEHTTEH Ha LEennoT ‘pbeT Ha noeauHeLoT,
TaKa LUTO MOXKe Aa ce U3Mepu KpmamHata. MepkaTa
KOja ce KopucTy ce HapeKyBa Kob aros. 3a oHme Kou
MOXKaT Ja ceaaT WM [ia OAaT, PeHTreHCKaTa C/IMKa
Ce 3emMa BO HajuCcrpaBeHa ceieyKa Uan CToeYKa
no3mupmja Koja MOXKaT Aa ja nocTturHat. Kaj oHme Kou
He MOXKaT [a CeaaT, PEHTIEHCKM CHUMKM Tpeba aa
ce U3BeayBaaT Npu NIeKerbe paMmHo. He-ceaeukute
n cepeydrmTte co Kob aron noronem og, 20° Tpeba

[a ce npersieayBaaT Ha CeKOM LIECT MeceLm ce 0
MPECTaHOK CO PACT Ha HUBHUTE KOCKM, OAHOCHO
Kora TWe ro ZIOCTUrHyBaaT OHa LUTO € NO3HATO KaKo
ckeneTHa 3penocr. MNotoa Tpeba Aa ce nposepyBaaT
CeKoja roamHa, buaejkm CNMHaAIHOTO UCKPUBYBaH-E
MOKe ceyLUTe A3 HanpeayBa BO 3pesocTa.

Boguy Bo MefyHapogHuUTe cTaHaapau 33 Hera 3a CMA og 2017 rogvHa



YMNPABYBAHKE CO CKOJ/IUO3A

He-cepeuku nuua

Kako 061z aa ce cnpeun ckoivMosa u ga um ce
NOMOrHe Aa cegat uam aa buaat noctaBeHu Bo
noucnpaseHa Nonoxba, Ha gelaTa Kou He ce
Ceaeykm MoxKe aa um buae og nomow 1 06MYHO
Ke MM bruae noysobHO ako HocaT KOPCET BO TEKOT
Ha aeHoT. KopceTtoT Tpeba aa buae nspaboTeH no
MepKa 0/, CTpaHa Ha creuujanuct (oprotuyap),
TaKa WTo Ke oy OKosy rpboT U rpaamTe 1 yao6Ho
Ke ce npunojysa.

Cepeuku nmua

Cekoj co ckonmosa Hag 20° moxke aa buge
OMNPEeMEeH CO KOPCET, UCTO Taka HapeyeH TLSO
(ropako-nymb6anHa cakpanHa opTo3a) 3a aa
0b6e3b6eam KOPeKTUBHa NoAAPLLIKA Kora e BO
ncrpaBeHa ceAeyKka nosoxba; Hocejkm ro osa
HemMa Aa 3anpe NoHaTaMoOLLEH MOXKEH Pa3Boj

Ha CMMHaNHOTO UCKpMBYBarbe. KopceToT ce
npenopayyBsa 3a AeLia Kou Ce yLITe MMaaT MHOry 33
pacTerbe; ce Npenopadysa MeKa UK Noay-LUppcTa
CNMHaNHa opTo3a. KopceToT nomara Aa ce Hamanu
6o/1KaTa, Aa ce ob6e3beam cTabuIHOCT M MOMKE A1a ja
3abaBK Nporpecujata Ha UCKPUBYBAHETO.

MoxKe fa ce Aojae A0 TO4YKa Kora ce npenopadysa
onepauuija Ha ‘pbeTHMOT cToNb 3a Aa ce ucnpasu
‘pbeToT. OBa € 3a A3 ce NOMOrHe BO PpaMHOTEXKaTa
Npu cefierbe, Kako M 332 0BO3MOKYBaHEe Ha
LIeIOCHO WKMperbe Ha 6ennTe apoboBM Taka LWTO Ke
ro nogobpat AnleHeTo. AKO 0Ba ce pas3reaysa,
Tpeba Aa ce ma AOBONHO BpeMe 3a Pa3roBopu Co
MYNTUANCLUUNANHAPEH MEANLIUHCKM TUM OKONY
OMUMUTE U LLTO CE € BKYYEHO.

Boguny Bo MefyHapoaHuTe cTaHaapau 3a Hera 3a CMA og 2017 roguHa

Mpenopakata 3a XMpypLLKa MHTEPBEHLUM]a e
6a3upaHa Ha ronem 6poj dpakTopw. LLITo e HajBaxkHO,
0Ba € Kora CnvHasiHaTa Kpuea Ha Kob aron
Hanpeaysana go 50° v noseKe 1 Kora Kpuearta ce
3ronemysa 3a 10° unm noseKe ceKoja roamHa.

Kora ce pasroBapa 3a MO)KHOCTa 3a onepauumja,
daKTopu Kou ke bMaaT NPoLUEeHeTU 1
pasrnefaHu BKAy4yBaarT:

€ Bo3pact BO rogmMHu U meceum
(xpoHonoLLKa BO3pacT) 1 Aanu LeNocHO
Ce NopacHaTH KOCKUTE U CKeNeToT
(ckenetHa 3penocT). buaejkm ckenetHata
BO3PACT M paKTMYKaTa BO3PACT YECTO He
Ce CoBMnaraar, CKe/IeTHaTa 3pe/IoCT MOMKe
[a Ce NPOLEHM CO PEHTTEH CHUMKa Ha
KOCKWUTE BO /IEBUOT payeH 3r106.

Konky ce Hamanuna cnocobHocTa 3a
avuierse.

[anu o61MKOT Ha rpagHUOT KOLL
e NpoMeHeT unu pebpara ce
nponagHaTu.

[anu KpuBaTa npeanssunkysa npobaemm
CO CEKOjaHEBHUTE aKTUBHOCTMU.

[anu nma noctojaHa 60nKa Bo rpboT u

KOJIKOT.

[lanun KoNIKoBUTE U Kapauuara ce
NocTaBeHW HepaMHOMEPHO, U CO Toa
€ OTeXKHaTo H6anaHcMpareTo Npm
ceaeme.
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MocTojaT ABa BUAa Ha onepaumja Ha ‘pbeToT:

CnuHanHata ¢ysuja BKIy4YyBa UCNPaByBak-E Ha
‘pbeToT co annKaumja Ha ABE METa/IHW LUNHW,

No eAHa Ha ceKoja cTpaHa Ha ‘ pbeToT, Ha noBeKe
npLIeHn 1 pebpa Aok CMHaNHaTa KpuBMHa. Toa
€ 3a [1a Ce NomnpaBu KpMBMHAaTA 1 Aa ce NOAAPXKM
‘pbeToT NpPOTUB rpaBuTaupmjaTa. MNoKpaj Toa,
NpLUNEHNTE Ce CNOeHW 3aeaHo, 3a Aa obesbeaat
[0MNOMHUTE/IHA NOAAPLLKA.

“Growthfriendly” onepauuja Ha ‘p6eTHMOT cTON6
ce nperopayyBsa 3a Aela nomanu o, 10 roamHu Kaj
KOM MMa Ce yLUTE NPEeOCTaHaTo 3HAYUTENHO PacTEHE
Ha ‘pbeTHMOT cToNnb 1 pebpata. CNMHANHUTE WNHK
Ce 3aLBPCTeHM Camo Ha ‘PbeToT uan Ha pebpara,

Ha BPBOT M Ha AHOTO Ha KPUBMHATA, OCTaBajKU 1
‘pbeTHUTE cermeHTU 1 pebpaTta Nomery He4OMNPEHM,
3a 4@ ce OBO3MOXKM KOHTUHYMpPaH pacT. Kora ce
NOCTaByBaaT LUMHWTE CMWMHAHATA KPMBUHA Ce
McnpaBsa KOJKY LUTO € MOYKHO NOBEKE, a NOToa

CeKoM Ba [0 LLEeCT MeceLy LWMHUTE LUITO ro
noaAapyKyBaat ‘pbetoT nocteneHo ce NPOAO/KyBaaT.
OBaa nocTanka 0BO3MOKyBa KOHTUHYMPAH pPacT

Ha ‘pbeTHMOT cToNb. HoBM TEXHONOMMM CTaHyBaaT
AocTanHu 3a “growthfriendly” onepaupjata

Ha ‘pbeTHMOT cToN1D, Ha NpMMep, AO0CTarnHU ce
MArHETHO KOHTPO/IMPAHW PACTEYKM UMUMKW , CO LUTO
Ce OBO3MOXKYBa NPOA0/KyBakse 6e3 notpeba of
NoBeKeKpaTHM onepaumn.

Mpep, cekoja onepauuja, MyITUANCLUNANHAPHUOT
MeAMLMHCKM TM Tpeba Aa cnposeae LenocHa
eBaslyaumja Ha 34paBjeTo M cocTojbaTta Ha
naumeHToT. Toa rv BKyYyBa CUTE TEXKUHCKU UK
ANETETCKN Npean3BuLM, 34PaBjeTo Ha KOCKUTe

M CNOCOBHOCTA 3a AMLeHe, KaKo M CeKoja
notpeba 33 NoAApLUKa Ha AMLLEHETO 33 BpEME Ha
onepauujaTa. Kora e goHeceHa ognykaTa, TMMOT
Tpeba Aa Uma TemenHa AMCKyCHja 3a pU3nLmMTE U
npuaobmskuTe og, nocrankata. MeguumHCKMOT
TUM KOj Ke buae BKAyYeH Tpeba Aa MMa NnaH 3a Toa
KaKo Ke ce cnpoBeae AMLEHETO Mo onepaupjaTa.
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MpenopauyaHa Bo3pacT 3a ‘p6eTHU

MHTEpBEHLUUM:

NMpenopakute Ha SoC 3a
MegULNHCKUTE TUMOBW BapMpaaT BO
3aBUCHOCT 04, BO3pacTa U ce ciegHuTe:

e [loa 4 roanHU: reHepanHo,
onepaumnjaTta Ha ‘pbeTHNoT cToNnb
Tpeba ga ce 04N0XKN A0 Hag
YeTUpUrogMLIHa BO3PacT.

Bo3pacrt oa 4 pgo 10 roguHu: geuata
Ce CKe/sIeTHO He3penu, MpenopayiMeo
e aa ce npumeHun “growthfriendly”
onepauuja Ha pbeTor.

Bo3pact 10-12 roanHU: Ha oBaa
BO3pacCT geuaTa NpeMuHyBaaT BO
CKeneTHa 3penocT. AKo e notpebHa
XUPYpPLLKa MHTEPBEHLM]A, TUMOT Ke
3aBUCU O, CKeNeTHaTa 3pesiocT Ha
[OETETO M yLUTE KOJIKY Ce O4YeKyBa Aa
pacte HeroBuorT ‘pber.

Bo3pacrt Hapg, 12 roguHM: Kora
[AEeLATa Ce CKeNEeTHO 3penu.

AKo e noTpebHa xmpypLuKa
WMHTEPBEHUMja, Ce Npenopayvysa
XUPYpPLUKa CNMHaNHa dy3uja Kako
WHTEpBEHLUM]ja Ha ‘pbeToT.

EkcnepTuTe coBETYBAAT AEKa CEKOja MaHa
onepaupja Ha ‘pbeTHnoT ctonb Tpeba aa
ocTasu Hedy3MpaH NPOCTOpP BO cpeanHaTa Ha
[OONHWOT Aen Ha rpboT (cpeaHo-nymbaneH),
3a [a ce OBO3MOMKM agMUHUCTPaLLMja HA
Tepanuu, Kako WTo ce Spinraza®, Kou ce
WHjeKTMPaaT NpeKy Ua ANPEKTHO BO
'p6ETHMOT KaHan (MHTpaTeKanHo) BUAU
(TnaBa 11, AMUHUCTPaLMja Ha HOBM
TpetmaHu 3a CMA).




HoBu TexHonormm CTaHyBaAaT AOCTANHWM 34

»growthfriendly” nHtepseHunn Ha ‘pbeToT, Ha Npumep,

MOKe Aa 6uaaT 40CTanHM MAarHETHO KOHTPOIMPAHU

pacTtevyKkn LWWNNKN, Ko 0BO3MOKYBAAT NMPOAO0/1KYyBaHbe

6e3 noTpeba og NOBEKEKPATHU Onepauunn.

BaunjaHue Bp3 KONKOBUTE

BoobuyaeHo e He-ceaeuKNTE N cefedkumTe
nauMeHTV Aa MmaaT HecTabuaHN KONKOBY,

LWTO MOXe [la Ce 0Apa3n Ha efeH Mau ABaTa
KO/IKOBM. AKO HEKOj MOXe [a 3acTaHe, A3
n3Bele aCUCTUPAHKN TpaHCchepu n/mav aa oau,
a HecTabuNHOCTa Ha KOAKOT ro NonpeyvyBa BO
OBME aKTUBHOCTU AW NPean3BUKyBa DONKa,

ce npenopayyBa XMpypLIKa PEKOHCTPYKLM]a

Ha KOMIKOT 3a cTabunm3mparse Ha AucaoumpaH
WAV AeNYMHO AUCAOUMPAH KOAK. XMPYPLUKOTO
cTabunmsmnparse UCTO Taka ce Npenopayysa Kaj
OHME KOM He ce ABMMKaT, ako MMaaT NoCTojaHa
60/1Ka NN HMUBHATA orpaHMYeHa MobMIHOCT Ha
KOZIKOBUTE O NPaBK TELKO YNpaByBakE€TO CO
CUTE aKTMBHOCTM KaKO LUTO Ce jafere, 0AeHe BO
Toanet, 0bnekyBarbe UK ceaere.

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa
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BaunjaHue Bp3 3rnob6oBute

3aTerHyBarbe Ha 3r/1060BUTe (KOHTpaKTypu) e
yecT npobsiem LWITO MOKe Aa aoseae Ao 6oska
N TEWWKOTUM Npu aBuKerbe. Ce npenopayysaat
dun3mnoTepanmjata n optosuTe, 3a Aa NOMOrHaT
BO yNpaByBaHETO CO OBAa cOCTojba (BMAU
lnasa 3, ®usmoTtepanuja u pexabunutaymja).
XvpypLiKkaTa nHTepBeHunja Tpeba aa ce
pa3rnesyBa CaMo KOra KOHTpaKTypuTe
npeanssuKyBaaTt 60/Ka UK ja orpaHu4YyBaaT
cnocobHocTa 3a ABUKEHEe 1 ynoTpeba Ha
3rnobor.



BnnjaHue Bp3 KOCKUTE

He-cepeuknte u cegevyknTe NaumMeHTU ce U3N0XKEHM Ha NOronemMm PusmnK of ppakTypa Ha KOCKUTE,
nopaam ocTeonoposa og, He-CToere (M34PXKYBake Ha CBOja TEXKMHA) U HE-KOPUCTEHE Ha KOCKUTE
N MyckynuTe. BaxHo e aa ce buae curypeH Aeka geuata u Bo3pacHute co CMA nmaat g0BOJIHO
AVeTaneH Kanuuym u sutamuH A3 (Buam Masa 5, McxpaHa, pacT 1 34paBje Ha KOCKUTe).

AKO HeKoja KocCKa e cKkplueHa, SoC r1 coBeTyBa MeAMLUUHCKUTE TUMOBW:

3a cepeukn U He-ceaeukm 3a ogaum

N36erHyBajTe KOpUCTEHE Ha FUMC, KOj Pasmucnysajte 3a onepaumja, ako
ro orpaHMyyBa ABUXKeHETO NOAONTO HEeKoj BOOBMYaEHO MOXKe Aa 04U U ja
o4, 4eTupn Heaenu. CKPLUMA KOCKaTa Ha HoraTa.

N36erHyBajTe xMpypruja cekoralu Kora Pasmucnerte 3a xmpypruja Koja

€ MOXXHO, @ MOXebu HamecTo Toa KOPUCTU LUMMNKKN UM NNOYKM, aKO
KOpUCTeTe KaCTUHI. HeKoj BOObMYaeHO He MoKe Aa
04M, a rO CKPLIWA KONIKOT. Toa MoXKe
[a ro 3abp3a 3a3apaByBarbeTO Ha
CKplUeHMLaTa 1 AaBa Hajronemm
LUAHCK 33 OAPIKYBaHE HA ABUNKEHETO
Ha UCTUOT.

KAMHWYKK npernea Ha
‘pbetoT

PeHTreH cHumka

Ha ‘pbet
I I
AKo KoB aronor e Ako Kob aronort eo Ako Kob aron0Tle noroaem op, 50'°
noman og 15-20° noronem of, 15-20 ce ANCKYTUpa 3a ‘pbeTHa xupypruja
KOpCeT 1 ce cneau CO MYNTUANCUNAMHAPEH TUM
I
3a geua Kou ce 3a OHMe Kou ce
Cnuka 2. CKesIeTHO He3penu, CKeNleTHO 3penu,
pasmucnaete 3a pasmucnere 3a
KAMHWYKMOT naT Ha cnegere WTO AOKTOPOT growth friendly d)ysmja
Ke ro npe/ioxun Kora Ke ce NocoMHeBa (pacTeuka)
OEKa NMLETO MMa UCKPUBYBaHe Ha ‘pbeToT onepaumja
(cnuka apantupana og E Mercuri et al. 2018,
cn.109)
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Cekoe gete co CMA tpeba ga
6uae pefoBHO KOHTPOAIMPAHO 33

co
Luen 3a NoCTUurHyBarbe COOA4BETHA
TeXWMHa, UCXPaHa U BHEC Ha

TEYHOCTW.

FMABAS

Jlnue co CMA Tpeba aa brae peaoBHO KOHTPOAMPAHO
3a CBOJOT PacT, TEXKMHA M UCXPaHa Of, CTPaHa Ha
AVETETMYAP, CO LN MOCTUMHYBAHE HA COOABETHA
ncxpaHata kaj CMA ce: TeXMHa, UCXpaHa M BHeC Ha Te4HOCTU. Hema
cneupdmyHm Tabenu 3a pacT Kaj geua co CMA,

HO AMETETUYAPOT MOMKE [ia Ce KoopAMHMpPa CO

lnasHuTe Nnpobiemun NoBpP3aHKU CO

TewKoTUU co rontTambe

YnpasyBatbe co TeKMHaTa CTaHAapAaHWTe Tabenn 3a pact Ha CBeTcKaTa
3apaBcTBeHa opraHmsaupja (C30). Ce npenopayysa
[BuKerbe Ha xpaHaTa HU3 MEPEH-E Ha TEXKMHA M BUCUHA 32 BpeMe Ha BO/THUYKK
OUFeCTUBHMOT CUCTEM NnoceTu 1 NoToa Ce NPecMeTyBa
( ). BMI e mepka

KOja ja KOPMCTU BUCMHATA U TE}KMHATA, 3a Aa ce
npecmera Aaan TEXMHATA Ha IMLIETO € BO HU30K,
34paB nam BUCokK orcer. Jinue co CMA Koe nma BMI
Hag, 25-0T npoLeHT, Tpeba Aa ce eBanympa 3a MOXKHa
NPeKyMepHa TEXKMHA U/WUIN BULLOK Ha MacHOTUW.
KomnosuuujaTta Ha TenoTo, UCTo Taka, Tpeba aa ce
MepM 3a Aa ce OCUrypa AeKa Nnponopupjata Ha KOCKUTe,
MaCTUTE U MYCKYIUTE NPUCYTHM BO TE/IOTO e 34paBa.

CeKoj e pasInyeH, Ho BaXKHU

(TM) Ko megUUMHCKUTE TUMOBU Ke
v cneaart v NekyBaar ce: pedsyKc, oTexkHaTo/
NPONOHIMPAHO NPA3HEHE HA KEJTYAHWUKOT,
nospakKakbe 1 KoHcTUnaumja. Jlyreto co CMA, ncto
TaKa, MOXaT Aa MMaaT npobaemm co HUBHaTa
CNOCOBHOCT 3a Pa3/IoXKyBakbe Ha XpaHaTa, 3a 43
npouseeaat eHepruja (HUBHMOT MeTabonunsam).
OBa MoKe Zia pe3ynTmpa Co Toa LUTO KpBTa CTaHyBa
rnoBeKe Kucena - HapeyeHa ,meTabonHa aupaosa”
nnm . Tue, UCTO TaKa, MOXKe Aa MMmaaT
BMCOK MM HU3OK LLIEKEP BO KPBTa 1 npobaemu co
pa3noKyBake Ha MaCHOTUMTE.
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BakHO e ga ce noceTn gneTteTmyap,
3a Aa ce coBeTyBa 3a COOABETHA
NHAMBUAYANMU3NPAHA UCXPaHa.

HE-CEAEYKU

HajBaHaTa NpoLeHKa 3@ HOBOPOAEHYETO € KO/KY
006po moxke aa nporonTa. TelwKoTUMTE CO OBa

ce NO3HaTh KaKko aucdarumja, Koja HoCU PU3KK 0f,
BOMLUYBaHE HA XpaHa MM TEYHOCT (acnupaduja),
LUTO MOXKe Aa npeansBuka nHobekumja Ha benute
Apobosu. KpaTko no aujarHosara, Aeuarta Tpeba aa
MMaaT TEeCT 3a ro/Take (MCNUTYBakLE Ha FONTakeTo
co Bupgeo dbnyopockonuja). AKo TECTOT NOKaXKyBa
[AeKa MMa npobaemu co ronTakbeTo, NOCTojaT ABa
NpUBPEMEHN Ha4YMHWN Ha 06e3b6eayBabe Ha XpaHa
npeKy HocoT: HasoractpuyHa (HI) coHaa, Koja
noToa B/IeryBa BO CTOMAKOT, UM HasojejyHanHa
coHaa (HJ) Koja noMnHyBa HM3 TEHKOTO LIPEBO.
MNMoponropoyHa onuuja Koja ce Npenopayysa e
racTpoctomHa coHga vav MNMEl eHgockonuja, WTo
NpeTcTaByBa LEBKa (COHAA) Koja XMPYPLLKM ce
CTaBa HM3 KOXKaTa BO CTOMAKOT. Hekou ekcniepTtn
npenopavyBaaT AOMNOJHUTENIHA XMPYPLLKA
npoueaypa 3a HamanyBakse Ha pedaykcort. Apyr
npobnem Mmoxke Aa buae ako MycKynuTe Ha
BMMLATA MOYHYBAAT Aa Ce BKOYaHYBaaT, LUTO MOXKe
[a ro OTEXKHE LIBaKakeTO 1 NPOro/TyBareTo. AKO
[OETe AN BO3PaCeH Ce CO0YYBaaT CO TELLUKOTUM

o4, 6MNo Kon rope CoMeHaTu, Be Moanme
pa3roBapajte Co MegUUMHCKMOT TUM 33 COBET.

Bo npusior Ha cnabute MycKynu 3a ronTamkbe u
amcdaruja, Kom NpuMaoHecyBaaT 3a c1ab BHeC Ha
Kanopuu, He-ceaeuKknTe NaupMeHT KopUcTaT MHory
eHepruja, 3a 4a AMLwart u aa ce bopat npoTtvs

nHbeKunn Ha rpagute. OBa 3HaUM AeKa The ce
N3/10’KEHU Ha PU3UK OZ, HEAOBO/IHA UCXPAHETOCT
N MOXKe [1a MMaaT NOTELLKOTUM Npu A0buBarbe
Ha TeXKMHa. MHOry BUAOBM Ha AMETU CE MOXKHM

1 CEKOE NINLIE UMa MHAMBUAYaAHM NOTPebu,
06e36eayBajkun U COOABETHU TEUHOCTU. HKuBUTe
H6aKTepuK 1 KBacum (npobuotunum) ce ocobeHo
KOPWCHM 33 AUTeCTUBHUOT cucTem. He-ceagukute
NaLLMEHTN UCTO TaKa, MOXKe Z1a MMaaT notpeba oz,
JIEKOBU, KOM K& MM NOMOTrHaT CO KOHCTUMaLuujaTa
M HMBHATa HaMa/ieHa CNOCOBHOCT Aa r'M ncnpasHaT
LpeBaTa, CTOMaKOT, buaejkn xpaHaTa MoxKe Aa ce
[BUXM NOHABHO HU3 AUrECTUBHUOT CUCTEM.

Bo cniyyaj Ha bonecT, BaXKHO e Aa ce KOHCynTupaTe
CO MeAMLMHCKMOT TMM BO BPCKa CO Herata M
cnepereTo, buaejkm e BaxKHO Aa ce gaaat
HaBpeme AONOAHUTENHM TEYHOCTU M Aa ce
MOHUTOPUpPAAT conmTte BO KpBTa. Kaj CMA
npepaboTKkaTa Ha MacCHOTUKUTE BOOOMYaEHO
MOKe ga buae noTeLlKa M NOHEKOorall Moe Aa
AoBeze A0 NPEKYMEPHO TaNnoXKere Ha

W Apyrn Hycnpomnseoam. 3a Aa ce n3berHe oBa,

ce npenopayysa AMeTa Co LWeKepu 1 NPOTEUHM,
3a Aa ce orpaHunyn npepaboTKata Ha macTuTe 3a
co3gaBakbe Ha eHeprija. Toa e 0cobeHo BaXKHO 3a
Bpeme Ha 60/1ecT 1 ce npenopayvyBa UCXpPaHaTa
CO LWeKepu 1 NPOTEUHM Aa Ce Jafe BO POK of,
LLEeCT Yaca OTKaKo Ke 3ano4yHe bonecrta n aa ce
npogonku. NoctoT Tpeba aa ce n3berHysa.
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CefieuknTe NaUMEeHTM YECTO MMAAT MOTELLKOTUN

CO LIBaKaH-ETO M MOMKe Aa ce ymopaT

Kora jagart. BaxkHo e Tue Aa noceTyBaat
AVETeTMYAP 33 COBETYBaHbE OKO/Y COOABETHA
NHAUBUAYAIM3NPaHa ncxpaHa. CeaeukumTe
NauMeHTH, Kou ce aeua, Tpeba aa MmaaT NpoLeHKa
Ha HUBHWOT HYTPUTMBEH CTaTyC Ha CEKOMU TpU A0
LUeCT Meceup No HMBHATA AMjarHo3a, a NoToa
eZiHaLl rogmLLHO.

AKO MMaaT enu3oam Ha 3aryLlyBakbe Unn
3aKall/lyBakbe Kora ce XpaHaT UM jaaar,
ceaeukuTe naumeHTV Tpeba Aa Hanpasart TecT 33
rontame (

). HuBHaTa ncxpaHa, cnocobHocTa 3a
|IBaKakbe M roNTakbe UCTO Taka Tpeba aa buaar
pa3rneaaHy oA, roBOPHU U ja3nyHM TepanesTy,
KoM Ke npenopayaart Kako Tpeba Aa ce noaroteu
XpaHaTa BO CMMC/1a Ha KOH3UCTEHTHOCT (Ha
npumep, UCHNUCTEHN UIU NOAY-LIBPCTU UK NOTYCTU
TEYHOCTM KaKo LUTO ce WwejkoBuTe). [OBOpHUOT
W ja3nyeH TepanesT, UCTO TaKa, ke COBeTyBa 3a
MoanduLMparbe Ha XpaHereTo (AaBarbe XpaHa)
[IOKOJIKY € NoTPe6HO.

AKO NOeAMHELIOT NOKaXKyBa 3HALM AeKa He
pacte Aobpo, Tpeba Aa ce pasmmcan 3a CoOHAaA 3a
XpaHere, 3a Toj Aa ja Aobue AonoNHUTeNHaTa
McxpaHa WTo My e notpebHa. AKo ce yLiTe MoxKe
Aa ronta 6e36eaHo, TOj UCTO TaKa Tpeba aa buae
0xpabpyBaH Aa KOH3YMMUPA XpaHa 1 NPEKY yCTa.

Buaejkn HMBHaTa CNOCOBHOCT 33 ABMMKEHE €

HamaNieHa M HUBHATA CTPYKTypa Ha TeNoTo e
M3MeHeTa, CeeUYKUTE MALMEHTU CE U3NIOXKEHMU HA
PU3MK O3 CTEKHAT NPeKyMepHa TeXMnHa. AKo The
MOKayKyBaaT 3HALM Ha OBa, Ce NpenopayysaaTt
KPBHM aHa/IM3K 3a NPOBEPKa KaKo v npouecmnpaat
wekepute (Metabonmsam Ha rMKo3a).

AKO KOHCTUMALMjaTa e pefoBeH Npobaem,

Tpeba Aa ce 3ronemm BHECYBaHETO Ha

TEYHOCTM 1 BNaKkHa U Tpeba aa ce pasrosapa

CO MeAMLMHCKMOT TUM 3a COBET. JIEKOBU KOM
nomaraat BO NnpasHere Ha AebenoTo Lpeso, UCTO
TaKa, MOKe Aa 61aaT KOPUCHW.

Bo cnyyaj Ha bonecT, BaxKHO € fia ce KoHCyATUpaTe
CO MEAMNLMHCKMOT TUM BO BPCKa CO HeraTa U
cneperbeTo, buaejkm e BaXKHO Ha NOYETOK Aa ce
[afaT AONO/IHATENIHU TEYHOCTU U Aa ce cieaaT
conute BO KpBTa. Kaj CMA npepaboTkaTta Ha
MacHOTUMTE BOOOUYAEHO MOXKe Aa buae noTtellKa
M MOHEKOrall MOXKe [1a I0BEeIE A0 NPEKYMEPHO
Ta/IoXKeHe Ha N APYr1 HYCNpoWn3BoAM.
3a aa ce n3berHe T0a, ce Npenopayvysa ANeETa
CO LWeKepw 1 NPOTENHM, 33 A3 CEe OrpaHnYK
npepaboTKkaTa Ha MacTUTe 3a CO34aBakbe Ha
eHeprunja. OBa e ocobeHO BaXKHO 3a BpeMe Ha
6onecT 1 ce npenopavysa McxpaHa boraTa co
LeKepn U NPOTEMHM Aa Ce AaAe BO POK 04,
LLIECT Yaca, OTKaKO Ke 3anoyHe 6osiecta 1 aa ce
npoaonxu. Moctot Tpeba Aa ce nsberHysa.



OAEYKMU

Kaj omeuykute naumeHTH peTKo ce jaByBaaT
nNpob61emm co ronTakbEeTO U XpaHereTo. Tne
Tpeba Aa noceTaT gueTeTMYap, ako UmaaT
npobaemu co TexMHaTa, 0cObeHOo 3ronemyBare
Ha Te/lecHaTa TeXK1Ha n aebenvHa, buaejkmn

TOQ MOMe Aa NpuaoHece 3a HaMasieHa
MOBUMHOCT U 3rofieMyBakbe Ha PUSMKOT 0f,
APYrv 34paBCTBEHN NPO6aEMU, KaKo LUTO ce
BUCOK KpBEH NPUTUCOK U gujabeTec. AKO HeKoe
JIMLE MOKaKe 3HaLM Ha Nperosiema TesiecHa
TEXMHA, Ce Npenopayysa Aa Ce HanpasaT KPBHU
TECTOBM 3a Aa Ce NPOBEPU KaKo ce obpaboTyBaaTt
wekepute (meTabonnsam Ha rMKo3a).

3APABJE HA KOCKUTE KAl
CUTE CO CMA

Jnuye co CMA e 1310XKeHO Ha pU3UK o4,

foanwWwHKN CKeHUupawa nnm

NCTeHYyBakbe Ha KOCKUTe (ocTeoneHuja) ce

n cbpaKTpr. Ce npenopayvysBaaT roavLLHn npenopayysaar 3a cnegere
CKeHUparba UAn Ucnutysarba Ha MMHepaaHaTa
Ha KOCKeHaTa N'yCTUHa
N'YCTUHa Ha KOCKuUTe 3a cnegerbe Ha KOCKeHaTa
ryctmHa. HuBoTo Ha BUTamumH [] BO KpBTa, UCTO
TaKa, Tpeba Aa ce cneam egHall rogULLIHO U
[OOKOJIKY HUBOTO € HUCKO WU aKO HEeKOoj Mma
ocTteoneHuja Tpeba ga ce 3emaat fogaToum.

McTo Taka MosKe Aa ce npenopaya Ao4aToK Ha

Kanunym. AKO HEKOj MMa YeCTU CKPLIEHULM,
MOXe aa ce gaaat nekosu (buchocdhonarn), 3a
[a ja 3ronemaT KOCKeHaTa rycTuHa.
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IMABA 6

ANWEHKWE (PECMUPATOPHA U
NMYTMOHANHA TPUXA)

MyckynHaTa cnaboct npeanssukaHa og CMA, MmorKe a BNnjae Ha MyCKyuUTe 33 AULeHe

(pecnupatopHu myckynmn). NMpobnemunTte co AMLleHeTo MoXe Aa buaaT BoobuyaeHu 3a
He-cefeukn 1 cefeyukn, Ho TUe ce PETKM Kaj ogeukute naumeHTU. Cenak, ce npenopavysa
cekoe nuue co CMA ga gobvBa roguiuHa BakLMHa NpoTMB MHdAYyeHUa (rpmn) u

NHEeBMHOKOKHA BaKLUMHa. Cute APYrn PYTUHCKU BaKUNHUA Tpe6a Aa ce AadaT Kako n Kaj
CTaHAapAHWUTEe 34PpaBCTBEHN MPEeNnopPaKn, OCBEH aKO TMMOT 3a 34pPaBCTBEHA 3aLlUTUTA He

COBETYyBa NOUNHaAKRY.

MocTojaT pas3/IMyHK HAauYMHM [a Ce MOMOTHE Npu CnpaByBakbe co NpobiemuTe co
AMLLEeHEeTo, KOW BapMpaaT BO 3aBUCHOCT o4, BUAoT Ha CMA.

HE-CEAQEYKU

PecnupaTopHuTe npobnemu ce BoaeYKa
NPUYMHA 33 CEPUO3HM 34PaABCTBEHM
npobaemu Kaj oHWe NaumeHTH co paHa
nojasa Ha CMA. MhasHuTe npobnemu ce:

e [lopagu cnaba Kawauua, Moxe aa e
HEBO3MOXHO YMCTEHE Ha CEKPETOT
of 6benvte ApoboBM, LWITO MOXKE A3
posene oo 6enoapobHN nHbeKLUn.

e CnabocTta Ha MyCKynMTe MOXe Aa
3HAYM AeKa HEKOj He MOXKe fa 3eme
[I0BOJIHO ro/ieM 34M1B 3a pa3MmeHa
Ha jarnepos ANOKCUA, CO KUCI0POL,
(xmnoBeHTMNALM]a), LUTO MOKeE
[la npeau3BMKa HUCKO HMBO Ha
KMCNOPOA BO KpBTa (aecarypaumja).
XunoseHTMNALM]aTa U HUCKOTO HUBO Ha
KMCNOPOA NPBO Ce NojaByBa 3a Bpeme
Ha CMMeHEeTo, Kora MyCKyuTe 3a
ANLLEHE Ce HAjoMNYLUTEHU U NOCTeNeHo
TeWwKoTKjaTa 32 pa3mMeHa Ha jariepos,
ANOKCKUA, CO KUCN0POA, ce NnojaByBa U
Kora iueTo e bygHo.

Buaejkm npobnemunTe co amwereTo ce
BOOOMYAEHM M CO NOrosiema BepojaTHOCT
Aa bupat Tewku, cneaereto Ha AULWEHETO
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Tpeba A3 3anoyHe WTO NOPaHO U A3

ce 0/1BMBA PeLlOBHO, AyPY M aKO HEMA
cumnTomM (OBa ce HapeKyBa ,,MpoaKTUBeH"
TpeTmaH). Jlekap, neaujatap-nymosnor,
Tpeba Aa ce BKAYYM KOJKY LUTO € MOMKHO
nobp3o no nocTaByBarbe HA AMjarHo3arTa.

Cute poeHunrba co CMA, Kon He MoKaT aa
cenat Tpeba KAMHWYKKM Aa ce nperneayeaaT
HajMa/IKy eaHall Ha CEKOM TPU meceum,
npu wto Tpeba Aa umaat pM3nKaneH
npernea. AKo He anwaT edeKTUBHO
(xvnoseHTUNaAUMja), moXKe Aa ce 3a4pKyBa
jarnepopn, AMOKCMAOT. 3aTOa e BaXKHO Aa
ce NpoBepyBaaT HMBOATA Ha jarnepoaeH
OMOKCUA Ha KPajoT 04, U34MLLYyBaHETO.
Tune ncto TaKa, Tpeba ga UmaaT peaoBHU
CTYAMM BO COH, 33 Aa MOXe Aa Ce NpoBepu
HMBHOTO AMLIEH e BO TEKOT Ha HOKTA 3a

M HUCKa caTypaumja
co kucnopoa. Osue TectoBM Ke NoMmorHaT
BO 04/1y4yBaH-ETO OKOY TOA Aanun Aa
Ce 3aMno4yHe CO KOpPUCTEHE Ha MaLUMHA
LUTO NoMara npu auliere (HenHsBasmuBHa
BeHTUnauuja unmn NIV) 3a Bpeme Ha
cnuereTo.
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Cnepemwe:

HacTuHKUTE MoXKe Aa goBeaat Ao MHeKUumm
Ha 6enunte ApoboOBU KoM ce BOOBMYaeHN 1
Ce B/IOLLYBAAT KOra HeKOj He MOKe 40BOJIHO
03 UCKawna cekpert. PusmoTepanuja Ha
rpagute BO KOMBMHaLUMja CO MaLLMHU KOU

ro 0/1eCHYBAaT KalLNakeTo (Ha npumep:
Cough Assist®, Vital Cough®) Tpeba aa buaat
AOCTaMNHM 3a CUTE He-CeaeYKM NaUMEHTH.
CeKoj Koj UMa HeedeKTMBHA KalumLa

W ronTarbe, UCTO TaKa, Tpeba aa buae
06e36eseH CO MalLMHA 3@ BLUMYKYBaHbe
(cyKkumja) Ha opanHuTe cekpetu. Ha
poauTenuTe 1 HerysatenuTe Tpeba ga um ce
Aagae obyka M noaapLiKa, 33 Aa MOXKaT 4a M
cnegaTt MeguUMHCKUTE coBeTU M edUKacHO Aa
M KOPUCTAT MalLMHUTE.

HennBasusHata BeHTUNaumja (NIV) e
npenopayavea 3a NofobpyBarbe Ha HUCKUTE
HWBOA Ha caTypaL1ja M BUCOKMTE HMBOA Ha
jarnepopn, AMOKCK A, 3a BPEME Ha Crivere
(xmnoeeHTMnaumja). NIV UCTO TaKa e HapeyeH
,,AlBOHACOY€EH NO3MTMBEH BO3AYLLUEH NPUTUCOK"
(BiPAP) Koj ce ncnopavysa co malluuHa, Koja
[aBa ABe HMBOA HA BO3AyLLEH MPUTUCOK NPEKY
WMHOMBMAYANHO NOCTaBEHA MacKa Ha HOCOT UK
HOCOT M ycTaTa. [loronem NPUTUCOK ce AaBa
npv BAMLLYBak-€, 3a Aa Ce Aaje Norosiem 341B
OTKOJIKY LUTO JIMLETO MOXE CAMOCTOjHO A3
noB/eYye 3a BpeMe Ha cnmeme. MpUTUCOKOT Ha
MaLLMHaTa, NoToa nara Ha MOHM30K NPUTUCOK
pogeka nsagmwysa. NIV e gusajHupaH ga ce
CUHXPOHM3MPA CO HOPMA/THOTO ANLLEHE.
MapameTpuTe Tpeba Aa buaaT NocTaBeHy, 3a
[a ce faje AOBOHO rofiem 34u1B, Taka LWTo
KMcopoa Hema aa buae notpebeH.

Opyrv nogapLuiku 3a AuLIEHE, KaKo LWTO
e ,,KOHTUHYMPaH NO3UTUBEH NPUTUCOK
Ha AuWwHKTEe naTnwTta” (CPAP), He ce
npenopayvysa 6MAaejkM He ja onecHyBa
pa3mMeHaTa Ha jariepoa ANOKCKUa, co
KMCNOPOA, CO PETKN UCKIYYOUM.

Mo TemenHa AUCKyCHja Ha eKkapuTe u
CemejcTBOTO, MHBa3MBHaTa BeHTMUAaUMja e

oriumja Ha Koja MOyKe A3 ce CMeTa 3a OHue
3a Kou NIV He nm nomara. OBa e xmpypLUKa
MHTEpPBEHLM]ja CO Koja ce co3aaBa OTBOP Ha
TpaxeaTa, KOj 0BO3MOXKYBa AMLLEHE NPEKY
LieBKa HapeyeHa TpaxeocTomasiHa LieBKa,
HaMecTo npeKy Hoc 1 ycTa. OBa e reHepanHo
aonropoyHo. OnumnTte 3a NOAAPLIKA HA
AvwerseTo Tpeba Aa ce AUCKYyTUPAaT co
MeANLIMHCKMOT TUM BO Bpeme Kora JINLETO e
3apaBo. Cekoja ognyka Tpeba aa ce pokycmpa
Ha OHa LUTO e Hajaobpo 3a nueto co CMA.

JlekoBuTe Kowm ce ynoTpebyBaat 3a oTBOpakbe
Ha AMLLIHKUTE NaTUWTa (Hebyamnsmpaum
6poHxopunartatopm) Tpeba aa buaat
[A0CTanHM ako NOCTOM BUCOK COMHEMK 33 acTMa
NN aKo e 3abenekaHo jacHo NnoaobpyBaH-e
Ha AMLLEHETO OTKAKO Ke ce aaaart. /lekosute
3a HaMalyBakbe Ha CeKpeLmja Ha NyHKa (Kako
wro e glycopirrolate) Tpeba BHUMaTENHO A3

Ce KopucTaT U Co MeAMLMHCKM Haa30p, HO
[03aTa Aa ce MeHyBa no notpeba. Toa e 3a

Aa ce nsberHe MOXHOCTa 04, NPEKYMEPHO
3ryCHyBaH-€ Ha CEKPETUTE, LUTO 0 OTEXKHYBA
HWBHOTO OTCTPaHyBakbe. He ce npenopayysa
[0NropoYHa CEeKojaHeBHa ynoTpeba Ha NekoBm
3a pa3BoAHyBakbe Ha cekpeToT (Pulmozyme®
WU XUNEPTOHMYEH CONIEH PacTBOP).
KopuctereTo Ha aHTMBMOTMLM 33 Bpeme Ha
bonecra Tpeba ga e Ha MHAMBMAYaAIHA OCHOBA,
BO KOHCYNTaLMja CO MEANLIMHCKMOT TUM.

MNMoKpaj rogywHaTa BakUyMHa NPOTUB rpumn,
NMHEBMOKOKHAaTa BaKLMHaUMja M OCTaHaTH
npenopaYaHn PYTUHCKU BaKLUUHMU, ce
npenopayysa JOeHYMHbaTa Ha BO3pacT Ao 2
roaMHU Aa ce BakUmMHMpaar co Palivizumab, Koj
OenyBa NPoTUB YeCTUOT PecnupaTopeH BUPYC
- (RSV) Koj moxke aa npeausBMKa npobnemm
co gmwenseTto. Kako wTo belle ANCKYTUPaAHO
Bo naBa 5, ,,MicxpaHa, pact u 3apasje Ha
KOCKMTE", MOrKe Aa nma Apyrn GakTopu Kou
I 3ronemyBaat NpobaemuTe co AMLLEHETO U
Tpeba MUCTO TaKa Aia ce TPETMPAAT, KaKo LITO e
pednyKcoT.
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CEOEYKMU

MpobaemuTe Co AMLIEHETO Ce MOMAKY YecTu Kaj
cefeuKknTe NaLMeHTK, Ho cenak ce npenopayvysa
TWe Aa nmaaT GU3nKaNeH npernes HajManky

e[ Halll Ha CeKoM LecT meceuu. Ha Toj npernea,
NLOKO/IKY ce cnocobHu, Tpeba Aa Mmaat TecT

3a Auweme (cnMpomerpuja) 3a mepere Ha
roneMmmnHata Ha 6enute apobosBu U cunaTa Ha
MYCKyAuTe 3a guiiere. Kaj cute KoM umaat

6110 KaKBM CMMMTOMM WU MOCTOM COMHEBAHE
3a ,,Hel0BOJIHO AuLlere”, Tpeba Aa ce usseae
cTyauja 8o coH (nonncomHorpadumja), 3a nposepKa
Ha AUlIEeHEeTo 3a Bpeme Ha cnveme. MNpumepu Ha

cMMnTOMM ce: cnab KBanuTeT Ha COH, YTPUHCKM

rnaBoboNKM N AHEBHA NOCMAHOCT.
Cnepeme:

AKo cepayoT uma cnaba Kawnuya, Tpeba
Aa My ce cnposege pusnorepanmnja Ha
rpagute. Ha pogutenute u HeryBaTenute
Tpeba fa M bmMAaaT NOKaXKaHU TEXHUKN U
Ja um ce obesbean mallMHa 3a NoMmoLl
BO MCKalnyBakeTo (Ha npumep, Cough
Assist®, Vital Cough®), co gemoHcTpaumja
M jJaCHU MHCTPYKLMM 33 TOA KaKO M Kora 4a
ja KopucTtaT. HemHBa3uBHaTa BEHTUNALM]
(NIV), Tpeba ga ce KOPUCTU Kaj cUTe LWITO
NnoKarkyBaaT CMMNTOMM KOW yKarKyBaaT
[EeKa He AMLAT A0BOIHO A06pO 3a Bpeme
Ha cnuereTo (cnab KBanUTET Ha COH,
rnaBoboNKMN N AHEBHA MOCMNAHOCT).

Crypuurte Bo coH (nonncomuorpaduija), Tpeba
[1a Ce KOPMCTaT 3a Aa Ce NOTBPAAT NOTELKOTUM
CO OMLIEHETO KOW NPean3BMKyBaaT
npobnemu u ga rm yTBpAaT ONTUMANHUTE
napametpwm 3a NIV. HemHBa3smBHaTa
BeHTMNaupmja Tpeba ga ce NOCTaBM TaKa LWITO

Ke 0BO3MOXKM A0BOIHO A/1ab0K 34MB, 33 A3

He buae notpebeH Kucnopoa,. (MpounTajte
noseke 3a NIV 1 Kako Toa pyHKLMOHMPA

BO [1€/10T He-cefiaumn/ynpaByBarbe Uan BO
MoOMMHMKOT).

[pyrv NoaapLUKK 33 AMLLEHE, KaKO LITO

€ ,,KOHTUHYMPaH NO3UTUBEH NPUTUCOK

Ha AuwWHKUTe natuwTa” (CPAP), co peTku
WCK/Iy4oLM, He ce npenopadvyBa buagjku He ja
0/1eCHYBa pa3MeHaTa Ha jarnepos, ANOKCUA, 3a
Kucnopoga,

HacTuHKMTE MmoxKe Aa AoBeaaT A0
6enoapobHu NHOEKLMM KoM ce BOOBUYaeHM
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W Ce BNIOLLYBAaT Kora HEKOj He MOKe Aa ro
MCKaLL/1a AOBO/IHO A06PO MYKYCOT U Apyru
cekpeTtn. dusnortepanmja Ha rpagmTe Bo
KOMOMHaLMja CO MaLlUMHW KOM rO O/1eCHyBaaT
KalnarbeTo (Ha npumep: Cough Assist®, Vital
Cough®) Tpeba aa buaat goctanHu 3a cute
cepaun. OHMe co HeedeKTUBHA KalnLa

W ronTarbe, UCTO Taka, Tpeba ga buaat
o0b6e3beaeHN CO MaLLUMHA 33 BLUMYKYBaHbe
(cyKkumja) Ha opanHUTe cekpetu. Ha
poauTennTe 1 HeryeaTtenmTe Tpeba Ja um ce
Aage 0byKa M NoAAPLLKA, 33 a MOXKAT Aa '
cnenat MeguuUmMHCKUTE COBETU M edUKacHO Aa
M KOPUCTaT MAaLLMHWUTE.

JlekoBuTe Kom ce ynoTtpebyBaaT 3a OTBOpaH-e
Ha AMLLIHUTE NaTUWTa (Hebyamnsmpaum
6poHxogunartatopu) Tpeba aa buaat
[0CTarnHK1, ako NOCTON BUCOK COMHEK 33 aCTMa
WM aKo e 3abenekaHo jacHo nogobpysame
Ha AMLeHETO OTKaKO Ke ce Aaaart. /lekosute
3a Hama/lyBakbe Ha CEeKpeLpmja Ha NIyHKa
(kako wTo e glycopirrolate) Tpeba BHUMaTENHO
[la ce KOPWCTaT M CO MeAULMHCKM Haa3op, a
[103aTa Aa ce MeHyBa Mo notpeba. OBa e 3a

[a ce n3berHe MOXKHOCTa 0fL, MPEKYMEPHO
3ryCHyBah€ Ha CEeKPETUTE, LUTO ro OTEXKHYBA
HMBHOTO OTCTpaHyBabe. He ce npenopayysa
[I0NITOPOYHA CeKojaHeBHa ynotpeba Ha
JIEKOBW 3a Pa3BOAHYBaHbE HA CEKPETOT
(Pulmozyme® nnmn xMnepToHNYEH ConeH
pacTBop). Kopucrereto Ha aHTMBMOTULM

3a Bpeme Ha bosiecTa Tpeba fa buae Ha
WHAMBUAYa/IHA OCHOBA BO KOHCY/TaLMja CO
MeANLIMHCKNOT TUM.
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3a NOBEKEeTO OAeYKMU
nauMeHTU AULEeHeTo
€ HOPMaHo, NaKo
eaHa cTyauja cyrepupa
[eKa MOoXKe Ja uma
MaJio HamalyBake

Ha cnocobHocTa 3a
AVLLEHEe CO TEKOT Ha

BpemeTo
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3a NoBeKeTo 0AIeHKMN NALMEHTU AMLLEHETO € HOPMAJIHO, MaKO
e[lHa CTyamja cyrepupa AeKa MoXKe Aa MMa Maslo HaMa lyBakbe
Ha CNOCOBHOCTa 3a AMLLEHE CO TEKOT Ha BpemMeTo. AKo ce
nojasaT MHdEKLMM Ha BennTe apobosu, Torawl Tpeda KANHUYKK
BHMMATE/IHO Aa Ce NPOLLEHN CNOCOBHOCTa Ha IMLETO 3a
edMKacHO Kalnake 1 Aa ce ucnuta 4anm uMma CMMNTOMM Ha
,,HeJ0BOIHO Aullerbe” (cnab KBanuTeT Ha COH, 1aBOBOKM

n gHeBHa nocnaHocT). Tpeba Aa ce 3emat npeasua, peaoBHM
TECTOBM 3a AMLLEHE ( ), 3@ OHME KOW NOoKaxKyBaaT
3HaUM Ha noTeLwkKoTMn. MeryToa, He e NOTPEebHO NPOAKTUBHO
ynpaByBaH€ CO NPobIEMUTE CO ANLLEHETO, OCBEH aKO
BO3PACHMOT NaLMEHT UIM CEMEjCTBOTO HE M3Pa3aT 3arpUMKEHOCT.

JlekoBuTe Kou ce ynoTpebyBaaT 3a OTBOPaHbE Ha AULLHUTE
natmwTa ( ) Tpeba aa buaat
[A0CTanHM, ako NOCTON BUCOK COMHEXK 33 aCTMa WM aKo e
3abenerkaHo jacHO NoaobpyBarbe Ha AMLLEHETO OTKAKO Ke ce
Aanart. JlekoBuTe 3a HaMa/lyBakbe Ha CeKkpeLpmja Ha NyHKa (Kako
wro e ) Tpeba BHMMaTENHO Aa ce KopUcTaT U co
MeaMUMHCKM HaZ30p, a 403aTa Aa ce MeHyBa no notpeba. Toa
€ 33 Aa ce n3berHe MoXKHOCTa oA, NPEKYMEPHO 3ryCHyBaH€e Ha
CEKPEeTUTE, LLITO ro OTEXKHYBA HMBHOTO OTCTPaHyBahse. He ce
npenopavysa A0NroTpajHa CeKOjAHEBHA ynoTpeba Ha 1eKoBY 3a
pa3BoAHyBaHse Ha cekpeToT (Pulmozyme® nnm xuneptoHmueH
CONEH pacTBop). KopUCTEHETO Ha aHTUBMOTULM 32 BpEME

Ha 6onecra Tpeba ga buae Ha MHAMBUAYANHA OCHOBA BO
KOHCy/NTaUmja CoO MEANLMHCKUOT TUM.



TMABA 7

AOPYITU OPTAHU U
CUCTEMMHU

SMN npoTeENHOT He ce Haofa camo BO ‘POETHMOT MO30K, TYKY € MPUCYTEH BO CUTE KAETKU
LUITOM jajue KneTkaTta ce onnoam. Toa 3HauM AeKa APYrv opraHu U AeN0BU o4, TeNOTO
MoKe fa buaat 3acerHatv og, He4OCTAaTOK Ha NPOTENHOT. Hay4HMLUMUTE KoM ncnuTyBaaT

UBOTUHCKM mogenu Ha CMA, cyrepupaat geka HamaneHnot SMN npoTerMH moxKe ga Mma
B/INjaHME BP3 MO30OKOT, HEPBUTE, CPLETO M NaHKpeacoT. Cenak, camo man 6poj nyfe co
CMA vmaart jacHu Nnpobaemum co apyrv OpraHn 1 Kaj OHKeE WTO MMAaT, He e AOKAXKaHO AeKa
npuynHata e CMA.

CPLE

MpomeHu BO CTPyKTypaTa Ha CPLETO ce
3abenekaHu Kaj HajTellKo norogeHuTe
[0€eHYMHba (HajUecTo Kaj OHMe Kou MMmaat
npob1emm co AULLEHETO 0, ParfaHeTo), a
HEeKOM MOe 4@ AOXKMBYBaaT Nocaab nync
Ha CPLLETO 04, BOOOMYAEHWMOT, LUTO MOXKe A3
6apa TpeTmaH. Mopaam Toa, ce Npenopayysa
[O0EHYMHbATa, KoM Ce CEPMO3HO NOroAEHN Of,
CMA, ga ce cneaart 3a npobaemm co CpLEeTo.
CpuesuTe npobaemm ce PeTKM Kaj ceagukumTe
W ofeuKkuTe M TMe He B6apaaTt pegoBHM
NPOBEPKM Ha CPLLETO, OCBEH aKO He ce nojaBaT
CUMNTOMM KOW YKarKyBaaT Ha Npobnem.

AOPYITN CUCTEMMU

MocTojaT paHM UCNUTYBakba (Ha KNETKU, KMBOTHU U Nyfe), KOM yKarXKyBaaT AeKa CNeaHOBO
MoKe ga buae manky noyecto Kaj nyfeto co CMA:

¢ TMpobnemun Ha NnaHKpeacoT (LWTo MoXe Aa BKAy4yBa Aujabertec)

4 BMCOKM HMBOA Ha ( KOj ro pery/siMpa anetTuToT 1 TeleCHaTa TeXKMHA COo
peayumpakbe Ha YyBCTBOTO Ha rnaj)

& [pobnemu co MmycKynHaTa MUTOXOHAPWja (LeN10BM o4 KNneTkaTa KoM npov3seaysaat
eHepruja)

Ce npenopauvysa cekoj wto nma CMA, ga ro npoBepyBa HUBOTO Ha LieKep BO KPBTa,
ocobeHo Kora e 6oneH.

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa

37



NMABA 8

MEOAUKAMEHTM

3a Bpeme Ha u3paboTyBarbe Ha 0BOj Boawny, Spinraza® e ogobpeHa Tepanuja Koja nokaxka
NO3UTUBHM Pe3yaTaT BO TpeTMaHOT Ha CMA. Hekou MHpopmaLmm 3a Toa KaKko ce anauumpa
MOXKe Aa ce Hajgat Bo Mhaea 11, AoMUHUCTPALMja Ha HOBM TpeTMaHu 3a CMA.

Albuterol (ncTo Taka no3HaT Kako Canbytamor), Koj 06UYHO ce NoBP3yBa CO TPETMAHOT Ha
acTMa, e TeCTUpaH Co 3eMakbe NPEKy YCTa, Kako TabneTta Uan Bo TedHa Gopma, CO HEKOM
NO3UTUBHM PE3YNTaTU BO OAHOC Ha MYCKy/IHaTa cuia. Cenak, cé yLuTe He e A0KaXKaHo Aa/u
nedUHUTUBHO MMa KopuceH edeKT. M NoKpaj Toa, NOHeKorall ce NpenuilyBa 3a ceaaqun 1
ofauun. 3a noBeKke MHPOpPMaLMK, 3a TOa Kako GpYHKLMOHMPA OBOj NIEK, NOCETETE ro AeNOT 3a
KOPUCHM pecypcu.

MorKke Aa ce npenopayaaT IEKOBM KOW MMAaT 3a LLieN Aa M1 JIeKyBaaT CUMNTOMUTE UK epekTUTe
oA, *Kmeeereto co CMA. Toa BKay4yBa, Mefy apyrute:

¢ ButamuH [ (Thasa 5, UcxpaHa, pacT 1 34paBje Ha KOCKuTe)

¢ Kanuuym (MThasa 5, MicxpaHa, pacT 1 3apaBje Ha KOCKUTe)

¢ buchocdonarm (Thasa 5, MicxpaHa, pacT 1 34paBje Ha KOCKUTe)

€ AHnTu-pednykcHu nekosu (fnasa 5, MicxpaHa, pacT 1 34pasje Ha KOCKUTE)

& AHTMBMOTMUM (ThaBa 6, Anliere (pecnupatopHa U NyIMOHa/Ha Hera))

MHory e BepojaTHO gekKa Spinraza® ke cTaHe NOLWMPOKO AOCTAMNHA M HajBEPOBATHO Ke ce
nojasat W Apyry NOTEHUMjanHM TpeTmaHu. PasroBapajte co BawmoT meguumMHCKM TUM 33
HajHOBUTE UCTPaXKyBakba, KAMHUYKM UCMINTYBaHa M AOCTAaNHOCT Ha Tepanuu BO 3emjaTa.
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IMABA 9

UTHA MEOUWLUUHCKA HETA

NHbekunmnte Ha benoapobreto 1 NnpobaemmTe Co AMLLIEHETO Ce HajyecTuTe Npobaemm Kon bapaat
uTeH TpeTmaH. J/lnue co CMA Koe He ce 4yBCTBYBa A06p0, Tpeba Aa Mma NnaH 3a AejcTByBakbE, KOj
MOe [a ro cnesiy CeKoj meamumHcku Tum. OBoj naaH Tpeba aa buae foroBopeH mefy JOKTOPOT

M BO3PACHWOT A0AEKa € 34PpaB, UK Mefy JOKTOPOT U pOAUTENOT, A0AEKA HUBHOTO AETeE € 34paBo.
[Jeuata Tpeba ga buaaT BKAYYEHM BO AUCKYCUUTE, aKO MMAAT COOABETHO HMBO Ha pasbuparse.
Tpeba Aa MMa NMCMEH 3anu1c 3a oBa BO GOpMA Ha ,,M/1aH 3a UTHA MeauuMHCcKa nomolu”, Lenta e

[1a TV 33jakHe BO3pacHWTE NauMEeHTU U CEMeJCTBATA, Aa M UCKaXKaT cBouTe Kenbu 1 aa ja nogobpat

KOMYHWKaLMjaTa Mefy HMB, TUMOBMTE 3a UTHa Hera 1 CNeLnjanncTuTe 3a 4oAropoYHa Hera.

MnaHoT 3a uTHa meguumHcka nomow (MAMM) nan ,Mnan 3a 6onect” Tpeba Aa ce Hanuule co

MeAMLMHCKMOT TUM. Toj Tpeba fa nokpue nHpopmaLmm 3a:

¢ Kowu npeaynpeayBayku 3HaLM UM
MHAWKaLuMKM 61 3Hayene geKa NLETO co
CMA Ttpeba pa ce ogHece Bo 6onHuMUA.

¢ Kow 3gpaBcTBeHM paboTHULM Tpeba aa
ce KOHTaKTUpaaT BO C/ly4aj Ha BOHpeaHa
cocTojba.

¢ [pedepeHumn oKony cnepere
CO ANLLEHETO, BKAYYYBAjKU T U
BALLMTE CTAaBOBM 3a Pa3IMYHUTE
HaYMHW 33 NoAAPLIKA Ha ANLLEHETO.
PecnupaTopHaTta nogapLika Moxe Aa
ce Ucnopaya HeMHBa3nBHO, KOPUCTEjKN
mackKa (NIV), namn kpatkoTpajHaTa
BEHTMNALM]A MOXKe A3 ce U3Bese Npeky
dnekcnburaHa nnacTmMyHa UeBKa BO
AYWHKKOT (MHTybauumja). Ha nogonr pok,
MOKe [ia ce co3aage OTBOP Ha NpegHMoT

[leN Ha BPaTOT, TaKa LUTO LieBKaTa
MOe [1a Ce BMeTHe BO TpaxeaTa, 3a Aa
NMOMOTHE CO AULIEHETO (TpaxeocToma).

Cute npobnemu n orpaHuYyBarba BO
ABUXEHETO Ha BPaToT 1 BUAMULATa.

TeXHUKM KOM Ce KOPUCTaT 33 YUCTEHE Ha
CEKPETHU, BKAYUYBajKN N KONKY YECTO.

HyTpuTMBHM 1 NOTPebu 3a TEYHOCTM 33
Bpeme Ha bonecr.

Kora 1 kou aHTMbuMoTmMum Tpeba aga ce
KopuCcTaT.

KakBo fiejcTBO € L0rOBOPEHO U
61 ce npe3emano ako e noTpebHa
peaHMmaumja.

Kage WTo e MOXKHO, IOKANHUTE UTHU MeaULMHCKN cny>+<6v1 Tpe6a Aa Cé KOHTaKTnpaaTt
oaHanpen, 3a Aa Ce pa3roBapa 3a 61n0 Kou CI'IeLI,l/Id)VI‘-IHl/I I'IOTpe6l/I M KakKBa ornpema ce

KopucTh aoma. Bo nteH cnyyaj, Tpeba aa otuaeTe Bo HajoanckaTa 6onHmnua. Cekorall Kora e
MOXHO, onpemaTa WTOo Ce KOPUCTM AoMa Tpeba MUCTO TaKa Aa Ce KOPUCTU, Aypy M aKo Toa e
BO 6p3a Nnomoll Koja e A06po onpemeHa. [oHeKoralw He-ceAevKuUTe U CeeyKnTe NaLmMeHTu

MOKe fa Tpeba aa buaat npedpneHn nomery bonHuunte, buaejkm Tpeba Aa ce HerysaaT BO
cneumMjannsnpaH (TepumjapeH) LeHTap, Koj € onpemeH Aa ce rpuxu 3a HMB. KNMHUYKMOT TUM
0/rOBOPEH 3a HMBHATa AONrOTPajHa Hera cekoraw Tpeba aa buae n3secteH 3a bonecra.

Boavy Bo MefyHapoaHUTe cTaHaapau 3a Hera 3a CMA oa 2017 roavHa 39
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,MINaHOT 32 UTHA MeAULUHCKA NOMOoLW“ NMa 3a Uen
A3 T 3ajakHe BO3pacHUTe NauMeHTn U cemejcTBaTa
A T'M UCKaXKaT cBouTe Kenbu n ga ja nogobpat

KOMYHMKaLUKjaTa mefy HUB, TUMOBUTE 33 UTHA Hera m
cneumjanncTuTe 3a A4ONTOPOYHA Hera.

MpoueHKaTa Ha AULWEHETO M NOAAPLUKATA € HAajBAXKHOTO Npallakbe 3a Bpeme Ha BOHpeaHa
cocTojba. 3a Aa ce 04roBOPM HA OBA M HA APYTrUTe KNYYHM NPAKTUKM 32 UTHA MEAULMHCKA

Hera, aBToOpuUTeE Ha SoC coBeTyBaat MEAUUNHCKUTE TUMOBU Oa Pa3MUCNaT 3a Ce4HOBO!

*

Cnepemeto Tpeba ga BKIyyyBa paHa
ynoTtpeba Ha NIV 1 yncterbe Ha cekpeTu
npeg, AaBakbe KNC0POA.

Camo kncnopoaot He Tpeba aa ro 3ameHun
NIV 1 Tpeba aa ce goaane camo AOKONKY
HWUBOTO Ha KMC/I0POZ, BO KPBTA OCTaHe
HucKo goaeka NIV ce kopuctu. Cekpetute
Ce YUCTaT, KaKo LTO e onumiuaHo 8o NMUMIT.
Camo Toral moxKe Aa ce 4o0434e KUCN0POoA,
CO HajHU30K MPOTOK, LWTO e noTpebeH 3a

[a ce onTMMM3MpPa OKCUreHaumjaTa, a
NoTOa NONEKa ce NPEKMHYBA 3a Bpeme Ha
3a34paByBarbeTo og bonecra.

HuBoaTa Ha jarnepogeH auoKcung, Tpeba
[la ce cnepaT UK Co TeCT Ha KPBTa U
TPaHCKYTaH KOXEH TecT 3a Bpeme Ha
[laBakbETO Ha KMciopoa.

AKO 13rneaa Kako Aa e notpebHa
mHTybauumja, Tpeba aa ce 3emat BO
npensua CTaBoBMTE Ha NALMEHTOT UK
aKo NauMeHTOT e AeTe Aa Ce KOHCYATMpa
HWUBHWOT poanTen/npaBeH cTapaTer.

¢ Ako uHTybaumjata noseke He e notpebHa

W LeBKaTa Ke buae nssageHa, benute
Apobosu Tpeba Aa GUAAT LLENOCHO NOHU
M OKCUreHauujaTa ga ce onTMMmn3mpa
oaHanpea. NIV Tpeba aa ce KopUCTU Kako
npeoaHa noaapLUKa no ekctybauujaTa.

[euata, mnaguTe u Bo3pacHUTe
Tpeba ga gobwujat aHTMBMOTULM CamMo
aKo nocTou cneunduyHa NpUYMHa

oa, 6onecT, Kako LWTO ce cenca uu
nHdekumja Ha bennte gpobosu.

TumoBUTe 3a UTHA rpuxKa, Tpeba ga rm
pasrneaaat CMMNTOMMUTE MPU NPUEMOT,
npeaucnoHMpaykmTe GakTopm Kako LWTo
ce HeoZaMHELLHM XMPYpPLUKK 3adaTn
HepecnupaTopHUTE NPUYMHM 3a CENca,
Ha Np. MHOEKLMja HA YPUHAPHUOT TPAKT,
MHEKLMja Ha KOXKaTa UTH.

AKO MMa noTpeba o aHecTesuja, Tpeba
[a ce cneam ynatctesoTo 8o [asa 10,
AHecTeTmnum.

(0] CYWTUHCKO 3Ha4Yee 3a UTHAaTa MEANLMNHCKA Hera € PaHOTO AaBakbe Ha TEHYHOCTU U CiedeHe

Ha XuapaTtaumjaTta, HUBOTO Ha CONM U MMHEPanK, pyHKLMjaTa Ha BybpesnTe 1 HUBOTO Ha IIMKO3a
BO KpBTa. McxpaHa co npoTenHu Tpeba Aa ce AaAe BO POK Of, LLECT Yaca of, NOYETOK Ha bonecta

He Tpeba Aa Mma aonru nepuoam 6e3 xpaHa. NMocebHo BHMMaHKWe Tpeba Aa ce 0b6pHe Ha roNTakbeTo

3a Bpeme Ha 60/1ecT nopaam PU3MKOT 04 BAMLLIYBaHE Ha XpaHa UM Te4HOCTU Bo 6ennte apobosu
(acnupauumja) (Buam Maea 5, UcxpaHa, PacT 1 3apasje Ha KockuTe).

KpaTko no npuemor, Tpeba Aa 3anoyHaT AMCKYCUM CO TMMOT 3a Toa Kou Lienn Tpeba aa ce nocturHat

1 KOW N1aHoBM Tpeba Aa ce NoCcTaBaT 3a NaUMeEHTOT Aa buae 6e36eaeH 1 NoAroTBeH Aa CY 0au
Aoma. MNnaHuparseTo 3a ncnuc og bonHuua Tpeba Aa noctasu Leam co Bac, TMMOT Ha 6oaHMLaTa U

TUMOT 3a NPMMapHa 34PaBCTBEHA 3aWTuTa. PUsKnKanHaTa U paboTHa Tepanuja, roBopHaTa Tepanuja,

YCNYTN Ha NCUXOCOLUMjANHA U MasiMjaTUBHA Hera, MOXKaT Aa NOMOTHAT BO 3a34,paBYBaHbETO 0F,
6onecTa 1 BO HaNopuTe 3a OAPMKYBakbE HA CMOCOBHOCTUTE.

Boguy Bo MefyHapogHuUTe cTaHaapau 33 Hera 3a CMA og 2017 rogvHa



FMABA 10

AHecTeTMUM MOXKe A3 ce KOPUCTAT 3a NaHMpaHa onepalmja, Kako U o4, 4pYyrv NPUYUHU, KaKo
aAMUHUCTPUPAHE Ha HOBM Tepanuu.

Mpenopaku 40 HagNeXHUOT MeAULUHCKU TUM ce:

Mpernep, Ha cpLETO 0f, CTPaHa Ha
KapAMonor camo aKo ce 3Hae 33 NPeTXOAHO
NOCTOEeYKMN Npobnem.

LlenocHa npoueHKa npea, Kopuctere
Ha 610 KakBM aHecTeTMuM. OBa MOXKe
2 BKNy4yBa UCNUTYBakbe BO COH U
BK/IlydyBatbe Ha AMeTeTn4ap.

MpoueHKa Ha NOTeLKOTUN Npu UHTybaumja
KOW MOKaT Aa buaaT npeansBuKaHn oA,

e 3aTerHyBarbe Ha BMIMLATA
e OrpaHuyeHa MOBMAHOCT Ha BpaToT
e [loTEeWKOTUN BO MO3ULMOHMNPAHETO

PasmucnyBarba 3a IOKa/iHa aHecTesnja
WY PervMoHanHa aHanresunja; Kako onwTo
NpPaBuIo, aHecTe3mjaTa HOCK NPeAU3BULMN.

Boguny Bo MefyHapoaHuTe cTaHaapau 3a Hera 3a CMA og 2017 roguHa

Cnepngerbe Ha KPBHUOT jar/iepoaeH AMOKCUa,
N KMCIOPOA, BO CEKoe Bpeme, bes ornes, Koj
aHeCTEeTMYKMN MEeTOoA, € KOPUCTEH.

MNpensnaysare Ha CUTE APYIYN MOXKHMU
noTpebu, Kako LWTO ce KopucTerse Ha NIV n
APYrM UHTEPBEHLUMM 33 AMLLEHE.

JNekoBwu 3a cnpaByBakbe CO 60/IKA, MOXKe A3

6uaat notpebHM No onepauuja.

AHecTeTMLM MOXe Aa ce KopucraT
3a NJIaHMpaHa onepalmja, Kako n o,

APYTY NPUYNHU, KaKO anMKaumja

Ha HOBU NEKOBMU.
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Bo BpemeTo Kora 6ea HanuwaHu
Hay4YHUTEe cTaTum, Spinraza®
H6elwe NpBNOT N €AUHCTBEHWNOT,
NOTEHLWjaNHO AOCTaNeH TPeTMaH
KOj ro MeHyBa TeKoT Ha bonecTa
3a CMA.

MMABA 11

AAOMUHUCTPALUUIA HA HOBMU
TPETMAHU 3A CMA

Bo BpemeTo Kora 6ea HanuwaHW Hay4YHUTe cTaTuK, Spinraza® 6ele NPBUOT N € AUHCTBEHMOT,

NOTeHUMjaNHO JoCTaneH TPETMAH KOj ro MeHyBa TeKoT Ha bonecta 3a CMA.

Spinraza® ce ananuppa GUPEKTHO BO
uepebpocnuHanHata TeuHoct (CSF) Koja
LUMPKyMpa oKony ‘pOeToT M MO3OKOT; Ha 0BOj
HauyuMH Spinraza® AMPEKTHO ro AOCTUIHYBa AeN0T
Ha LEHTPASIHNOT HEPBEH CUCTEM KOj € NOA,
BAvjaHne Ha CMA. [lokTopuTe NpucTanyBsaat

00 CSF co nomolu Ha nymbasiHa NyHKUMja, Toa e
Kora ce BMETHYBa Wr/1a BO AO/IHWOT Aen Ha rpbot
HM3 KOXKaTa, BO MPOCTOPOT NOMery NpLuieHuTe.
LJOKTOpUTE MOXKe Aa KOPUCTAT PEeHTreH, 3a Aa ro
JIoUMpPAaT HajaobpPoTO MECTO 32 BMETHYBaH-€ Ha
nrnaTa n 06MYHO Ke KOPUCTAT IOKANEH aHECTETUK,
KaKo LUTO € Kpem 3a 3pByBatbe, MAKO NOHEeKOoraLl
MOJKe [1a Ce CMeTa AeKa e notpebHa onwTa
aHecte3nja. Mana konnumHa Ha CSF ce n3enekysa,
a noToa ce MHjeKkTupa Spinraza® 3a Bpeme og,1 4o 3
MUHYTW.

Ako Spinraza® e gocTaneH co COOABETEH TPETMaAH,
KOj € 4OroBopeH mefy MeaANLMHCKMOT TUM U
JIMLETO UM HETOBMOT 3aKOHCKM 3aCTamnHMK,
MeANLMHCKMOT TUM Tpeba BHUMATENHO Aa
NAaHMpa Kako Aa ce anamuupa 1eKoT, Taka

LUTO MHTEpPBEHLMjaTa M HeraTa ce 6e36eaHun n
COOABETHM 33 PU3MYKMOT Pa3Boj Ha NOEANHELLOT.

Boguy Bo MefyHapogHuUTe cTaHaapau 33 Hera 3a CMA og 2017 rogvHa

CoBetute Ha SoC ago
MeAULUHCKMOT TUM KOU
pa3roBapaar 3a AaBatbe Ha

OBOj TPETMAH CO NLETO UK
HMBHOTO CEMEjCTBO, BK/y4YyBaaT
npenopakun Kou Tpeba aa ce
3emart npeasua;

& Kakos cesatmeBeH MeTos Uau
nocTanka Ja ce ynorpebu

Koja paamonollKa nogapLiKka
(Ha NpUMep peHTreH) e
notpebHa

Kon moxkHu npobiemu 6u

MOXKesie Aa ce jaBaT nopaam
onepauuja Ha ‘pbeTHMoT
CTONO MAM CKoAKOo3a (BMAK
[naBa 4, OpToneacKko
yrnpaByBatbe)




FMABA 12

Kako wTo belue gUCKYTUPAHO HM3 OBOj BOAMY,
cekoj yosek co CMA e pasnnyeH, Kako 1 cekoe
CEMEjCTBO M HUBHUTE OKOJTHOCTU. YecTo noctojat
Pa3IMYHM OMNLMM 33 HEra 1 TPETMaH KoM Ke
6uaaTt uHamsmayanmsmpaHu. NMopaam Toa,
MHOTY € Ba*XHO MeANLMHCKMOT TUM OTBOPEHO
[a pa3roBapa 3a cuUTe acrneKTM Ha HeraTa
MOYHYBajKM 0, CaMOTO AMjarHOCTULMPAHLE, Na
noHatamy. OBaa guckycuja Tpeba aa rim ncnuta
CUTE MOXKHW ONUMK 33 HEera U TPETMaH, LUTO €
OHa LWITO 61 MOXKeNo Aa buae COOABETHO U CUTE
noTeHuujanHm 6eHedmTn 1 pusnum. uckycujata
Tpeba Aa buae co Bac Kako Bo3paceH co CMA,
“NK co Bac Kako poauTten/Herysaten Ha AeTe Co
CMA v aKo e cooaBeTHO, co BawleTo aete. Tpeba
[a ce 4yyBCTBYBaTe CNobOAHN A3 UHMLMpPaATE
AMCKYCKja BO CEKOE BPEME U Aa MNOCTaByBaTe
MnpallaHba 3a CUTe acneKT Ha HeraTa. Tpeba

3 3HaeTe AeKa CceKoja 0a/1yKa MoXKe aa ce
peBMaMpa BoO cekoe Bpeme, 0cObeHo aKo

MMa HEKOM NPOMEHM BO cocTojbaTa. Hekou

0/, 0BME AMCKYCUM Ke BnaaT MHULMPaHN of,

CTPpaHa Ha KTIMHUYKUOT TUM U Ke BK/1y4yBaaTt

NPWUIMYHO TELLIKM TEMM, BKYYYBajKK LITO 6K
61N0 COOABETEH OATOBOP HA CEKOj UTEH C/YYaj
MOTEHLMjaIHO OMACeH MO *KMBOT, KAKO LUTO ce
KOMM/IMKaLMN CO AULLEHETO.

M noKpaj Toa WTO UCTParKyBaH-ETO BO
TpeTupareTo Ha CMA e BO TEK U MOXKe

[Aa Npoun3nesart HoOBWU TPETMaHM KOW HyadaT
3HAYUTENHA KOPWUCT, OCTAHYBa NPUOPUTET 33
cute co CMA aa oapxKyBaat A06ap KBaUTET Ha
*KMBOT 1 Aa buaaT noaaprKaHu BO CeAeHETO Ha
CUMMTOMMUTE LUTO € MOXKHO NoedeKTUBHO.

Ce HageBaMme JieKa 0BOj Boauy By faae KopucHH
nHbOPMaLIMK, 33 KOM MOXKETe Aa pa3roBapaTe co
MeAMNLMHCKMOT TUM.

CeKorall 3anomMHeTe AeKa NocTojat
HEBPOMYCKY/THW LIEHTPWU 1 TUMOBMU, Fpynun
33 NoAApLUIKa Ha NAaUMEHTU M Tpynu 3a
3acTanyBakbe, Kako 1 BawunTe cemejctBa n
npuvjatTeny Ko MoxKat ga Bu nomorHar.



CeKorawl 3anomHeTe AeKa NocTojaT HEBPOMYCKYHMU
LEHTPU N TUMOBM, FPyNu 3a NOAAPLIKA HA NALUEHTH
M rpynu 3a 3actanyBarbe, Kako 1 BallnTe cemejcTBa
N NpujaTenm KoM MoXKaTt 4a BU NOMOrHar.

Spinal Muscular Atrophy UK
www.CMAuk.org.uk

Cure CMA
www.cureCMA.org

CMA Europe
www.CMA-europe.eu

Muscular Dystrophy UK
www.musculardystrophyuk.org

TREAT-NMD Alliance
www.treat-nmd.org

Spinal Muscular Atrophy UK
https://CMAuk.org.uk/

Muscular Dystrophy UK
https://www.musculardystrophyuk.org/

NHS
https://www.nhs.uk/conditions/spinal-
muscular-atrophy-CMA/

CTON CMA CKonje- 3gpy»XeHue Ha 11ua
co CnuHanHa MycKynHa Atpoduja
https://www.facebook.com/stopCMA.mk/

’KuBot co npegussuum- 3gpyxKeHue 3a
peTtku 6onectu

www.challenges.mk



NMPUNOT 1

CnepHuBe gujarpamu rn objacHyBaaT WaHcKTe 3a geTte Aa Hacneam CMA BO pasiMyHKM cemejcTBa,
3a ceKoja 6pemeHocCT. Be monnme 3anameTeTe AeKa WaHcUTe 3a Hacnenysatbe CMA ce uctm

33 MaXKMTe M }KeHUTE; NONOT NPUKaXKaAH Ha AelaTta U poauTenmTe BO AnjarpammTe e YUCTO
WNYCTPATUBEH.

[ 2 nBa3ppasu reHun = He-adpeKTUpaH

CEMEJCTBO 1_ M 2 owretenn renn = CMA

[ 13papasreH + 1 owTeTeH reH = HocuTen
[Bajuata poantenu ce HocUTeNN.

HOCcUTen HOoCcUTen
3a ceKkoja bpemMeHOCT WaHcuTe ce: o o

25% (1 op 4) peTe ke Mma ABe OLUTETEHU KOMUK Of,
SMN1 reHoT 1 Ke uma CMA

50% (1 og 2) nete ke ma egHa owTeTeHa Konuja

“ efHa 34paBa Konuja Ha reHoT SMIN1 1 Ke buae [ ) [ ) [ ) [ )
HocuTen
25% '
0 (1 0pn4) pete ke Mma aBe 3apasu Konum oa SMN1
reHoT 1 Hema aa buaer Hocuten HUTY Ke uma CMA He-abeKTMpaH HOCMTEN  HocuTen CMA
AN /
25% 50% 25%

[l 2 gBa 3apasu reHu = He-adpeKTUpaH
B 2 owreteHu renn = CMA

CEMEJCTBO 2. [ 13ppas reH + 1 owTeTeH reH = HocuTen
EgoeH poguten e HocuTten, gpyrmot poguten Hema CMA

N He e HocuTen. HocuTen He HocuTen

SMN1 reHoT n Hema ga uma CMA n Hema ga buge
HocuTen o

50% (1 og 2) nete ke Uma egHa owTeTeHa Konuja
W efiHa 34paBa Konnja Ha reHoT SMIN1 1 Ke 6upge

[ [ )
3a ceKoja bpemeHOCT WaHcKuTe ce:
50% '
0 (1 op 2) peTe ke MMa ABe 34paBU KOMUK 04,
[ [ ) o

HOocuTen
He-apeKTUpaH He-apeKTUpaH HocuTen Hocuten

25% 25% N\ 50% 4
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[ 2 3ppasu reHu = He-adeKTMpaH
I 2 owretenn renn = CMA
[ 13ppas reH + 1 owTeTeH reH = HocuTen

HOocuTen He HocuTten

CEMEJCTBO 3.
EneH poguten uma CMA; gpyrnot Hema CMA n He e
HocuTen.
3a ceKoja bpemeHOCT, WaHcuTe ce:

[
100% (4 oa 4) op peuaTa Ke MMaaT e4Ha olWTeTeHa

Konuja u egHa 3apasa Konuja og SMIN1 reHoT 1 Ke buaar
HOCUTENU

HocuTen HOocUTen HocuTen HOocuTen

\\ 100% //

[ 2 3apasu renn = He-adeKTMpaH
B 2 owrteTeHn rewn = CMA

C E M EJ CT B O 4. M 34paB reH + 1 owTeTeH reH = HocuTen

Enen poguten nma CMA; apyrmoT e HocuTen.
I.l
I‘I

CMA CMA HocuTen HocuTen

AN / AN 4
50% 50%

HOocUTen

3a ceKkoja bpeMeHOCT, LaHCuTe ce:

50% (1 on 2) nete ke uma aBe owTeTeHM Konum og SMIN1
reHot 1 ke uma CMA

50% (1 og 2) pete ke Uma egHa owTeTeHa KoNwuja U eaHa [ ]
3apasa Konuja og, SMN1 reHoT 1 Ke Buaart HocuTenm

[ 2 3apasu reHn = He-abeKTUpaH
B 2 owrteTenn renn = CMA
[ 13gpas reH + 1 owTeTeH reH = HoCUTeN

CMA

CEMEIJCTBO 5.

[BajuaTa pogutenm nmaat CMA.
3a ceKoja bpemeHOCT, WwaHcuTe ce:

100% (4 on 4) peuata ke MMaaT ABE OLITETEHU KOMNUU
oA, SMN1 reHoT 1 Ke umaat CMA

141

\\ 100% //
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NMOUMHMUK

Acnupauuja ce jaByBa Kora XxpaHaTa, NAyHKaTa,
TEYHOCTUTE UM NOBPAKaHETO Ce BAMLLIYBAAT
BO AMLIHMTE NATMLITA LWITO BOAAT A0 bennte
Apo60OBKU, HAMECTO Aa Ce ABUMKAT HU3

LeBKaTa 3a ronTake Koja ja noBp3yBa ycraTta
(xpaHONpOBOAOOT) CO CTOMAKOT.

Arpoduja MycKynHa atpoduja e Tpowere nam
3aryba Ha mycKynHo Tkuso. Kaj CMA oBa ce
OO0IM Ha fgereHepaumjaTa Ha HEPBHUTE KNETKU
HapeYeHN MOTOPHU HEBPOHMU.

ABTOCOMHO-PELLECMBHO € MOAEN Ha
HacnegyBakbe Kaje WTO HEKOj KOj ja MMma OBaa
cocTojba Hacneaysa ABe OLTETEHU KOMUM HA
reHoT, N0 efleH o4 ceKoj poauTen. Pogutennte Ha
noeanHeL0T CO aBTOCOMHO peLiecMBHa cocTojba
CEeKOj HOCM MO eAHa Konuja Ha MyTUpaHUTe

reHu, Ho 06MYHO TME He NOKarKyBaaT 3HaLUM

M CMMNTOMMW Ha cocTojbaTta. Poautenute ce
NO3HaTK Kako ,Hocurtenn”,

BiPAP (No3VUTUBEH NPUTUCOK Ha ANULLHUTE
naTMLWTA) Ce OA4HecyBa Ha ypes, 3a AuLlerbe Koj
noaAp*KyBa 2 HABOA HA BO34yX NPeKy Macka

Ha HOCOT UM HOCOT M YCTaTa, 3a No4ApLUKa

Ha guwereTo. [1py 3emaHeTo Ha BO34yX
(samwysarse), BiPAP ypenot o6e3benysa

NOBMCOK MPUTUCOK 3a Aa Jage Noronem 3gme u e
npocneaeHo co onarfarbe Ha NPUTUCOKOT 3a Aa ce
Hamanu UCTMOT 3a 4a MOMOrHe BO U3AMLLYBaHETO.

bucdochoHaTtm ce rpyna nekosun BoobmyaeHo
npenuiiaHun aa ro 3abasat rybereTo Ha
KOCKeHaTa ryctuHa, co 3abaByBarbe Ha KeTKuUTe
(ocTeoknacTuTe) Kou ce oAroBopeHu 3a
pacnararbe Ha KocKarta.

MupekcoT Ha TenecHa maca (BMI) e ogHocoT
nomery TeXMHaTa U BUCMHATA LUTO Ce KOPUCTM 3a
[la Ce NPOLLeHM KONIMYMHATA Ha Te/IeCHUTE MacTH
cnopeg matemMaTuyka Gopmyna: TeXKMHA, BO KT,
nozeneHa co KBagpaT BUCMHA Ha INLETO, BO
meTpu (BMI = kg / m?).

KockeHaTa muHepanHa ryctuHa (BMD) e
KO/IMYMHA HAa MMHEepasIHaTa COAPKUHA (Kanumym
n docodop) no eanHNLA BONYMEH Ha KOcKa. Toa ja
NPUKaXKyBa LBPCTUHATA HA KOCKUTE.

Hocurtenute ce ogHecyBa Ha nu1La NOroAeHN
WKW 0f, aBTOCOMHA peLecnBHa HacnegHa nam
X-Bp3aHa peLecrBHa HaceaHa cocTojba n agete
MMaaT oLITETEHA KOMNMja 1 34paBa Konuja Ha
noroAaeHnoT reH. Hocutennte o6MYHO HemaaT
CMMMTOMM NOPaAM Taa 34paBa KoMNuja Ha FreHoT,
HO TMEe MOXKe Aa ja NpeHecaT cocTojbaTta Ha
HUBHUTE Aeua.

Liepe6bpocnuHanHa te4yHoct (CSF) e jacHa
TEYHOCT Koja ro OMKpy»KyBa ‘pOEeTHMOT MO30K

M MO30KOT. TeYHOCTa AejCTBYBA KaKOo TeYHa
3alWTKTa 3a ‘pbeToT. McTo TaKa, TpaHCnopTMpa
0Tnaj, XeMUCKN NPOU3BOAN U aHTUTENA AaNEKY
04, MO30KOT U TKMBOTO Ha ‘p6ETHMOT MO30K BO
KPBOTOKOT.

Xpomoszom e opraHunsmnpaH ,naket” Ha AHK Koj
ce Haofa BO japOTo Ha CeKoja KneTka. Jlyreto
MmaaTt 46 XpoOMO30MU BO CeKOja KneTKa. Tue
HacneaysaaT 23 o4 HMBHATA Majka 1 23 og,
HWUBHWOT TaTKO.

Kob aron e mepere Ha KpMBMHATa Ha ‘pbeToT.
Ce npecmeTyBa BO CTEMEHWU CO aHANMN3MPaHE Ha
peHAreHcKa camka. Toa My nomara Ha JOKTOpOT
3 0A/1y4M KOj TpeTMaH e notpebeH. MmeHyBaH
e no LloH PobepT Kob- AmepurKaHCcKM opTonea,
XMPYProT Koj NpB ro ynoTtpebun.

KoHTpaKTypM ce CKpaTyBakba Ha MYCKynUTe UK
TETMBMTE OKOAY 3r1060T WTO BOAM A0 TOa 43
cTaHe GMKCMpPaHO BO ogpeseHa no3uumnja uam aa
MMa NOMas ONCer Ha ABUXKEHE Ha TOj 3r1006.

CPAP (KOHTUHYMpPaH NO3MUTMBEH NPUTMUCOK Ha
OVLWHUTE NaTULLTA) € eleH BUA, Ha BEHTMAUM]a,
NPeKy MackKa, WTO € yrnpaByBaHa oA cneumjasHO
AM3ajHUPaH HEMHBA3MBHA BEHTUNALLMOHA
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MallMHa HapeyeHa CPAP. Taa obe3beayBa
KOHTMHYMPaH NPOTOK Ha BO3AyX 33 Aa NOMOTHe
BO AMLLEHETO.

KpeaTtuH kuHaza (LK) e eH3mum Koj e notpebeH
33 @ M OBO3MOXM Ha MyCKynuTe aa
byHKUMOHMPaAaT. o noBpesa Ha CKeneTHUTe
MYCKyAn nnmn gpyra 6onect, HMBOTO Ha LK
MOXKe aa ce 3ronemu. Tect 3a LUK HMBO ja mepu
Ko/iMunHaTa Ha LK Bo KpBTa 1 moxke ga 6uae
nobapaH og, KAMHMYAP 33 Aa NOMOTHe BO
OujarHocTuumnpame.

DEXA cKeH (CHMMKa co ABOjHa eHepreTcka
ancopnTMOMETPUja) e TECT KOj KOPUCTU HUCKA
0,033 Ha PeHTreH-3paum 3a ga U3Mepu KoJKy
KanLMym v gpyru MMHEpPanum ce npucyTHU Bo
obnact Ha Bawarta Kocka. DEXA mawwuHaTa
BOOOMYAEHO Ce KOPUCTU AYPU CTe IEFHATU Ha
KpeBeT MU CKEHePOT MOMMHYBA Hag BawmoTt goneH
Aen Ha ‘pbetoT n KonkosuTe. PesyntatuTe og
DEXA cKeHMpaHeTO ce gaaeHu Kako ,T- peayntaT”
LUITO Ke My YKayKyBa Ha N1eKapoT Jann IMLETO MMa
WM HEMA OCTEOTNEeHuja NAM OCTEONOPO3a.

[le HOBO myTauujaTa ce ogHecyBa Ha CNOHTaHa
MyTaLMja KOja ce NojaByBa BO FEHOT, a He e
HacnegHa myTaumja.

[unjabertec menutyc, HajuecTo HapeyeH
,amnjabetec”, onuwysa rpyna Ha cocTtojémn Bo Kowu
NOCTOM BUCOKO HMBO Ha LUeKep BO KPBTA BO TEKOT
Ha nogonro Bpeme. Toa ce cay4vyBa Kora TeN0To
He Npou3BeayBa A0BOSIHO MHCYAWNH WU Kaae
KNeTKUTe HeCooABETHO pearnpaat Ha AOCTANHMUOT
NHCYNNH. MHCYNH e XOpMOH Npou3BeaeH BO
MaHKpPeacoT, CO KOj Ce peryanpa M3HocoT Ha
rMNKO3a BO KPBTa.

OHK OeokcnpnboHyKNenHCKa KucenmHa e
MOJIEKYNATa KOja COAPXHKM FeHETCKO ynaTCTBO

33 M3paboTKa Ha CMTe NO3HATU OPraHU3MU.

JHK yecTo ce cnopenyBa cO ceT Ha LWWeMaTCKu
NAaHOBU, PELENTU, NN KOLOBU, Buaejkn coapxm
WHCTPYKLMK NoTpebHM 3a n3rpagba Ha apyrm

KOMMOHEHTU HA KNNIETKU KaKO WTO Ce NPOTEUHUTE.

Owvcdaruja e TeWWKOTMja UM HEMPKUjATHOCT NpuU
ronTarbe Ha TEYHOCTU, XpaHa M nayHka. Osa
MOKe MOHEKoraw Aa ro OTeXHyBa NPMMakeTo Ha
[0BO/THO KaJIOPUK N TEYHOCTMW.

MnaHoOT 3a UTHA MegULMHCKA NOMOLL

(MWMI) e anaTKa gM3ajHMpPaHa Aa ja ONecHU
KOMYHMKaLMjaTa BO C/y4aj Ha UTHA MeaNLLMHCKA
cocTojba. Toa ro onecHyBa 3aeHUYKOTO
OOHecyBake Ha 0AJ/IyKM Nomery fieKapuTe u
naumeHTUTe A03BO/YBajKM UM [a pasroBapaat

W 4a rv 3anuwaT akTMBHOCTUTE Kou Tpeba

a3 Ce Npe3emart of4, CTpaHa Ha MeaULMHCKN
npodecnoHanum ako ce nNojaBaT HEKOMU
npeasuanvMBmM NTHU CUTyaumn. Pa3BojoT moxe ga
3aB3eme HEKOJIKYy AMCKYCUM U Tpeba Aa BKAy4yBa
MYNTUAMUCUMNAMHAPEH npucTan.

EH3MMOT e NPOTEeUH KOj ja 3abp3yBa CcTankaTa Ha
XEMUCKA peaKLmja BO *UMBUOT OpPraHmM3am.

lacrpoesodareaneH pednykc ce jaBysa Kora
MYCKY/IOT LUTO FO C/ieAM XPaHOoMpoOBOAHUKOT
(ueBka 3a ronTarbe of ycrata) 4O CTOMAKOT,
WAK ce oTBOpa cam no cebe nnu He ce 3aTBopa
NPaBUJIHO LUTO 3HA4YM AeKa COAPXKMHATA Ha
enyaHUKoT (XpaHa / Te4HOCT) ce KpeBa BO
XpaHoNpoBOAHUKOT. Toa, NCTO TaKa MOXe 43
ce Hapeue KMCeNNHCKK pedyKe nam Kucena
peryprutaumja, buaejkm AMreCTMBHUTE COKOBM
KOW Ce KMUCeNun, Ce KpeBaaT Co XpaHaTa,
npeansBuKyBajKM YyBCTBO Ha FOPEHE.

FacTPOUHTECTUHANHMOT TPAKT € CUCTEM HA
OpraHu KoM BKNY4yBaaT yCTa, XPaHOMNPOBOAHUK,
CTOMaK, TEHKO LpeBo, febeno LpeBo U PeKTyMOT.
Toj ja obpaboTyBa xpaHaTa WTO ja jageme 3a Aa
ja nssneye n ancopbupa eHeprujata, XxpaHAnBUTE
MaTepuu, BogaTa M 3a Aa MM OTCTPaHM OTNagHuUTe
dekanuu.

FacTpocromumja unu ractpuuHa ty6a unm r-ryba e
XMPYPLLKO OTBOPaHe BO CTOMAKOT, BO OBOj C/1y4aj
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ce BMeTHyBa ¢paiekcnbunHa Tyba 3a ncxpaHa
npexky abaAoMWHANHMOT SUA U BO CTOMAKOT, 33
03 Ce OBO3MOXKN ANPEKTHO A0CTaBYyBaHE Ha
coofBeTHa ncxpaHa. NMoHeKoraw ce Hapekysa
MEr (nepKyTaHa eHA0CKOMNCKa racTpocToma).

leH e ocHOBHaTa PpM3MYKaA egMHNLA Ha
HacnepyBsakbe. [eHUTe ce NpeHecyBaaT o4,
poAauTenn KOH NOToMUM U ce cocTaBeHn og AHK
Koja coapu nHpopmaummn notpebHm 3a aa ce
yTBpAAT cneumuduyHmNTE KapakKTEPUCTUKM Ha
efHa NIMYHOCT. Hekou reHn aejcTByBaaT Kako
WMHCTPYKLUMUN 33 ,lundpuparbe” Ha NpoTenHUTE.
CeKoj 4oBEK MMa NO ABe KONUKU 0f, CEKOj

reH, No efleH HacnefeH og, CeKoj poauTen.
Glycopyrrolate, goara Bo dopma Ha MHXanaTop
M NOHeKoraw ce Npenuiysa 3a TpeTupare Ha
NPeKyMepHO NPOU3BOACTBO HA NYHKa.

XunoTtepanuja 3Hauum ,,Tepanuja co NOMOLL Ha
KO, TOa € TepaneBTCKN N pexabunmTaLmckm
TPeTMaH KaKo HauyuH 3a noaobpyBsarbe Ha
KOOpAMHaLMja, PaMHOTENXa U LBPCTUHA.

BMUCOK KpBEH NPUTUCOK UM XUNepTeH3uja ce
cmeta aeka e 140 / 90 mmHg uan nosucok. MpsuoT
6poj e CUCTO/IeH MPUTUCOK - CUaTa Co Koja Balueto
cpue nymna KpB HM3 BaweTo Teno. BropmoTt 6poj e
OMjacTONeH NPUTMUCOK Ha OTNOPHOCT HA NPOTOKOT
Ha KpBTa BO KPBHUTE cafoBU. M aBaTa ce mepart BO
MWIMMETPU Ha *KKMBa (mmHg).

XOpMOH e XeMuKanunja NpounsseaeHa Bo TeN0TO
LUTO ja KOHTPO/IMPA M PEryIMPa aKTMBHOCTA Ha
cneunduUHM KNeTKM U OpraHu.

XunoBeHTUNALM]A € KOra HEKOj He e cnocobeH
Aa 3eme J0BOJIHO A1ab60K 34MB 32 pa3meHa Ha
jarnepopn, ANOKCUA CO KUCNOPOA, WTO pe3yntmpa
CO HUCKM HMBOA Ha KMCI0POS, BO KPBTA U
3ronemyBakbe Ha jar1epogHMOT ANOKCUA,.

MHTy6aumja e nocTaByBarbe Ha pnekcnbunHa
NilacTUYHa LEeBKa BO AYLHUKOT (TpaxeaTa) Aa
[leNyBa KaKo AMLIEH NnaT 1 Aa OBO3MOXKM Nar 3a
HEKOW NNEKOBM.

MHTpaTeKanHaTa agMUHUCTPaLIMja € HaUuuH

Oa ce obe3benmn faBatbe Ha Tepanuja Npeky
MHjeKTUpakrbe BO ‘pOETHMOT KaHan TakKa WTo Ke ja
AOCTUTHe uepebpocnuHanHaTa TeYHOCT.

Ketoauupaosa unun gujabetmyHa Ketoaumngosa
B/INjae Ha NyfeTo Kora HUBHOTO Te/0 3ano4YHyBa
CO pasrpagyBakbe Ha MacuTe co ronema bp3unHa.
LipHWOT Apob rv npouecMpa MacHOTUN BO
ropmso Hape4yeHo ketoHu (ketones), wTo
npean3BUKYBa Ta/IOXKeEHE Ha KUCEIMHA BO KPBTa.

KeToHM ce cyncTaHUuMKM KoM ce npousseaysaar
BO LLPHMOT Ap06 Kora ce pas/oXKyBaaT MacHUTe
Knetkn (metabonmsnpaar).

Kndosza nnm noarpbaBeHOCT € UCKpPMBYBake
Ha ‘pbeToT HaHanpea, WTO aKo e NPEKYMepPHO,
MOXe Aa aoseae A0 ,BuUcere” Ha rpbor.

JlenTuH e XOpMOH WITO € NPOU3BEeAEH 04, MacHO
TKMBO (CKNagupa eHepruja Bo popma Ha macTu,
a UCTO TaKa M ro 06BMTKYBA U 3aLITUTYBA TENOTO).
Co Toa MMa ynora BO peryanparbeto Ha aneTuToT.
BooburyaeHo, 3ronemeHo Ko/IM4YecTBO Ha MacHO
TKMBO PE3yNTMPA CO NOBUCOKMN KOHLEHTPALMK Ha
NenTUH M HaManyBakbe Ha aneTuT. Cenak, HeKou
Nnyfe ce NOMasKy YyBCTBUTE/IHW HA TOA U He To
[OXKUBYBAaT HAMayBaETO HA aNeTUT.

MoTopHUTE HEBPOHM Ce HaofaaT BO ‘pbeTHnoT
MO3OK 1 BO A€/ 04, MO30KOT KOj € NoBp3aH

co ‘p6eTHMOT MO30K. MoTOpHUTE HEBPOHU
npeHecyBaaT CUTHaM 04, MO30KOT U ‘pOETHMOT
MO3OK LUTO MM KayKyBaaT Ha CKeNeTHUTe
MYCKynuTe ga paboTaT, Koe My 0BO3MOKYBa Ha
TENOTO A3 Ce ABUNKN.

MyckynHa 6uoncuja e mana XMpypLuKa
npoueaypa co Koja ce 3ema mMma/i NPUMepPOoK

04, MYCKY/IHO TKMBO 3a 1abopaTopuCKO
TecTupare. O6MYHO ce M3BeayBa NOA JI0KaNAHa
aHectesnja. MPMMEPOKOT MOXKe Aa NOMOTHe BO
AnjarHocTMUMpamse.

MyTtaumjaTa e TpajHa npomeHa Bo [AHK cekBeHua
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Ha reH WTo MoXe Aa buae HacneayBaH co
reHepauuu. MyTtaumjata MoXe [a e pe3ynTaT o4,
AHK rpelwkn Bo Konupame HanpasBeHW BO TEKOT
Ha KneTo4yHaTa nogenba.

HasoracrtpanHa (Hl) nHtybaumja e BMETHyBake
Ha L,eBKa HM3 HOCOT, KOja MOMWHYBa HWU3 TP/IOTO
[10 40Ny BO CTOMAKOT 3a [1a Ce OBO3MOXMU
[laBakbe Ha afleKBaTHWU XPaH/IMBU MaTepPUn
(macTwn, jarnexuapatu, NPOTEUHU, BUTAMUHU U
MUHepanun).

HaszojejyHanHa (HJ) UHTYybaumja e BMETHYBaAHETO
Ha LeBKa HWU3 HOCOT, HWU3 FP/IOTO U KeNYAHUKOT
HaZ0Ny BO TEHKOTO LPEBO, 32 4@ OBO3MOXKM
[laBakbe Ha COOZBETHU XPaHNBM MaTepun
(macTu, jarneHn xuapaTtn, NPOTENHU, BUTAMUHU U
MUHepanu).

Hebynusnpanu 6poHxogunaratopm ce sug,

Ha 1EKOBM KOW Ce McnopadyBaaT KaKo rac u ce
BAMLWYBa BO 6ennte apoboBK, 0NECHYBAjKN O
AMLLIEHETO NPEKY pefakCcuparbe Ha MyCKyauTe Ha
6enute ApoboOBM M NPOLLINPYBAHE HA AULLHUTE
naTuwTa (6poHxK).

HeuHBasusHa BeHTUnaymja (NIV) Kopuctu
NoAApLUIKA HAa ANLLEHETO LWITO Ce aAMMHUCTPUPA
NPeKy MacKa 3a HOC UK NLE.

Numbing Cream e efeH B1A, IOKaNeH aHeCTeTUK
KOj Ce KOPUCTM Ha 34paBa, HEOLWITETEHA KOXKa 33
[a ce crnpeuu 60/1Ka Npes, oapeaeHn Npoueaypu,
KaKo LUTO e BMeTHyBake Ha ura. PyHKuMoHupa
CO MPMBPEMEHO 34pBYBatbe Ha KOXKaTa U MecToTo
HaoKony.

OpTOTUCT € IeKap Koj e 0byyeH Aa NpenuLyBa,
npovsseayBa 1 ynpasysa co OPTO3M.

OpTo31 e Npon3BeaeHO NOMaraso LWTo ce
BK/IONYBa Ha EKCTPEeMUTETUTE UK ‘pOEeToT 3a Aa
ce Cnpeyn UaM NoMorHe Asuxerbe. Tue moxe
[la Ce OpTO3U, CNNHANEH eNleK, CMUHANEH KOPCET,
opTo3u Ao rmyxa (AFOs), opTo3u A0 KOoNeHo
(KAFOs).

OcTeoneHuja e Kora KOCKeHaTa MMHEpasiHa
ryctuHa (BMD) e noHucKa oA, HopmanHaTa
ryCTMHA, HO He J0BOJIHO HUCKA 3a Aa cMeTa
OeKa e ocTeonoposa (MeauuMHCKa cocTojba
Kaj KOja KOCKMTE CTaHyBaaT KPLU/IMBU U KPEBKMU
oA, rybereTo Ha TKMBOTO). JlekapoT Ke ogpeaun
OANV HEKOj MMa MW HEMA OCTeomneHunja uam
OCTeonopo3a co nsBenysarbe Ha DEXA cKeH.

[ecaTtypauujaTta Ha KUCAOPOA, 3HaUU
Hama/NyBake Ha HMBOATa Ha KNCN0POAOT BO
KpBTa.

ManujatMeHaTta Hera e MHTEPAUCLMNANHAPEH
npucTan KoH cneumjanmsnpaHa meamnumHcKa

Hera Koja Mma 3a Uen 4a ja Hamanu TeXMHaTa Ha
bonecTta MaM Aa ja ycnopu HejsaMHaTa nporpecuja,
HO He 0b6e3beayBa nekyBame. Llenta e ga ce
noaobpu KBaANTETOT Ha *KUBOT Ha NALMEHTOT U
Ha CEMEjCTBOTO CO ON1eCHYBaHE Ha CUMMTOMUTE U
cTpecor.

METl eHpockonuja e XxMpypLLKa npoueaypa Kage
LUTO BO *KeNyAHMKOT ce BHeCyBa LeBKa (Tyba)
HW3 abaoMMHANHMOT sua. OBa NOHeKoraw e
noTpebHO Kora BHECYBaHETO Ha XpaHa Npeky
yCTa He e cooABeTHO nopaan aucdarunja nnm
aHecTeTMYHa cegaumja.

MpobuoTnuuTe ce }KX1UBKU bakTepPUM M rabu Koun
61aroTBOPHO BAMjaaT BP3 34paBjeTo NPeKy
nogo6pyBarbe Ha pamHoTeXKaTa Uan GyHKLMjaTa
Ha HalMTe CToOMa4YyHu bakTepun. Tue moxKat aa
ce HajgaT NPUpPOAHO BO XpaHa MM KaKo A04aTOK
(jorypT, Tabnetn, Kancynm u KECUYKK).

CKonnosa ce ogHecyBa Ha CTPAHUYHO
WUCKpUBYBakbe Ha ‘pbeToT.

CreneTtHa 3pesiocT UM ,,KOCKeHa BO3pacT” ce
OZlHECYBa Ha BO3pacTa Ha CKeJIETHMOT CUCTEM Ha
[EeTeTo, WTO € Pas3/InyHa CO XPOHO/IOLKa BO3pacT
Ha geTeTo. Kako geteTo pacTe, ronemuHara

M 06/IMKOT Ha HErOBUTE KOCKU Ce MEHYBa;
CKeJieTeHaTa 3pesiocT Ce MepU NPeKy PeHTreH
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CHMMaHb€e Ha paKaTa 1 3roboT.

McnutyBakse Ha COH ce TeCTOBU CO Kou ce
CHMMa aKTUMBHOCTA Ha TENOTO 3a Bpeme Ha
CNuere; TMe MOXKaT 43 CHMMAAT OTUYYKyBakba
Ha CpLLeTO, AULLEHE U HUBOTO Ha KUCI0POA BO
KpBTa.

feHOT 3a NpeXXuByBarbe HA MOTOPHUOT
HeBpoH 1 (SMN1) o6e36eayBa MHCTPYKLUM

3a U3paboTKa Ha NPOTEMH 3a NPEXUBYBaAHE
Ha MOTOpPHU HeBPOoHU (SMN). SMN npoTenHoT
€ KOHUEeHTpMpaH BO ‘pOETHNOT MO30K, HO

ce Haofa u HK3 TenoTo. Toj e noTpebeH 3a
Of4,p¥KYBakb€ Ha Creuumjanm3mpaHn HepBHU
KNETKM HapeYeHN MOTOPHU HEBPOHM.

leHOT 3a NpeXXnByBakbe HA MOTOPHUOT HEBPOH
2 (SMN2) nnm pesepseH reH obesbenysa
WMHCTPYKLMM 33 CO34aBake Ha MPOTEUH 33
npeXunByBare Ha MOTOPHU HeBPOHM (SMN).
SMN NpoTENHOT € KOHLEHTPUPAH BO ‘pbeTHNOT
MO30K, HO MOXKe Aa Ce Haj4e M HU3 LenoTo
Teno. Toa e noTpebeH 3a oaprKyBarbe Ha
cneumjanmsnpaHn HePBHM KNETKMU HapevyeHu
MOTOPHMU HeBPOHU. CenakK, HEKONKY Pa3/InYHK
Bep3um Ha SMN npoTenHOT ce nponsseaysaaT
oA, SMIN2 reHOT M camo egHa Bep3nja e BO No/Ha
ronemmHa 1 gO0BONHO PYHKLMOHAMHA 33 Aa U1
OA4,PXM CneumnjannsnpaHmTe HEPBHU KNETKW.

CnuMpomeTpujaTta e TeCT KOj ce KOpUCTU 3a Ja ce
NpoLLEHN KOKY e aobpa paboTaTta Ha benute
Apo60BU Ha INYHOCTA CO MEPEHE KOMKY
BO3A4yX TUE BAMLLYBaAaT.

Topako-nymbanHarta cakpasiHa opto3a (TLSOs)
e TBpAa HepnekcnbunHa optosa (Kopcer)

Koja ro ondaka uenocHuoT rpb (TopakaneH,
nymbaneH v cakpaneH gen og ‘pbertor). Ce
KOPWUCTU 33 Aa AaJe CTPYKTYpHa NoagpLluKa Ha
‘pbeTorT.

Tpaxeoctomuja e onepaumja 3a co3aaBare
OTBOP Ha BPATOT LUTO B/IEryBa BO AYLWHMKOT,

3a 3 MOMKe Aa Ce BMETHE LieBKa 3a NOJIeCHO
avwere Ha avueto. OBa moxe ga buae TpajHo
WA NPUBPEMEHO.

TpaHCKyTaH KOXEeH TECT KOPUCTU He-UHBA3UBHMU
€/IeKTPOXEMMCKM CEH30PU KOM ce anauumpaat
AMPEKTHO Ha MOBPLUMHATA HA KOXKaTa, TaKa LWTo
NleKapuTe MOXaT KOHTUHYMpPAHO Aa ro cieaat
jarnepoaHunot anokcua (CO?) 3a ga buaar
CUTYPHU AEeKa AULLIEHETO € COOABETHO.

Vertebrae npwneHun, ce oaHecyBa Ha 33 KOCKM
Kou ro dopmupaart ‘pbeTor.

Buaeo ¢payopoCKONCKU TECT Ha FONTakbeTo

nnn mogudmumpaHo bapuymcko rontame e
PEHTIeH CHMMak€ BO peasiHo BpemMe, Koj ce
n3BeayBsa, 3a Aa ce caean ogbamnsy nNpoLecoT Ha
ronTarbe, 3a 1a ce NPOoBeEPU AaNn ce NOTPebHU
6110 KakBU MHTepPBEHLUUM 3a besbeaHo
KOH3yMMparbe Ha XpaHa.

PeHTreH co3gaBa C/MKa 04, BHAaTPELIHOCTA Ha
TENI0TO Ha YOBEKOT KOPUCTEjKM paanjaunja
Hape4yeHa e/leKTpoOMarHeTHu bpaHoBu.
PasnnyHM TKMBA BO BHATPELLHOCTA Ha TENOTO
ancopbupaaT pasIMYHM KONMYUHM Ha 3paderbe
LUTO pe3y/TMpa CO C/IMKA KaZe LTO KOCKUTE
nsrnepgaat 6enum, a MEKOTO TKMBO KaKo LITO

ce MacHOTMUTe, ulrnepaat cmeo. benute
ApoboBu n3rneaaat LpHM NOpaan BO3AyXOT KOj
ancopbupa HajMmanky 3payetre.
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NMPUSHAHUIA

BnaropapHOCT A0 cUTe KOM ro NnoaAprKaa pasBojoT Ha 0BOj Boauu npeky
o6e3beayBsarbe Ha 0A4/IMYHM NOBPATHU MHPOPMaL MK U A03BONA 33 CNoAeNyBaHe
Ha cBouTe poTtorpadpum.

OPrAHU3AUUMNU

spinal’ @E

muscuiar

dthPhYuk SMA Make today a
breakthrough.

Help for today, hope for tomorrow

»

. Muscular B
ﬂ l Dystrophy UK 333>

w

-

l 2 Fighting muscle-wasting conditions "
I 3

SMA Europe

< (o
~ TREAT-NMD

you can trust

Neuromuscular Network [ ormaion vt |WAREER

Boguny Bo MefyHapoaHuTe cTaHaapau 3a Hera 3a CMA og 2017 roguHa 53



STOP

UspaBau: 3apyKeHune Ha nvua co CnmnHanHa MyckynHa Atpoduja - CTOM CMA oz‘

Ckonje, P.C. MaKkegoHuja
Mpesoga;: JNootyc J - LeHTap 3a eayKaumja 1 KOCyaTaumum
PeueHseHTn: a-p HaTtanuja AHrenkosa - cneuujannct negujatap (HeBpomycKyaHu bonectn)

Oou,. o-p BunjaHa MuTpeBcka - cneuujannuct (dusmnKanHa meamumHa 1 pexabunurtaumja)
YpeaHuK: JeHnua Benkoscka - MNMpeTtceaaten Ha 3apyxenme CTOMN CMA

MNevartu: Mpyd npuHt AOOEN - CKonje

TREAT-NMD my gage 003B0/1a 33 NPEBOA M afanTaumnja Ha MaKegOoHCKM ja3nK Ha 34pyKEeHNETO
CTOMN CMA CkKonje. PeugeH3unjaTa Ha NpeBOAOT e HanpaBeHa oA, CTPaHa Ha MeAULVHCKN
cneunjannctm og obnacra.

3a oprMHanHaTa Bep3ujata Ha aHINCKK ja3uK NOCeTeTe ro CAeAHNOT INHK:
https://treat-nmd.org/care-overview/2017-standards-of-care-for-spinal-muscular-atrophy-sma/
the-guide-to-the-2017-international-standards-of-care-for-sma/
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