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MABA 1

BOBE/A

OBoj Boguy ce ogHecyBa Ha CTaHAapauTe

3a Hera (ang. SoC, Standards of Care) 3a
HajuyectaTa dpopma Ha CnrHanHa MyckynHa
Atpoduja (CMA), HapeueHa 5q CMA (Buam
MnaBa 2, leHeTuKa n AmjarHosa). OBoj Boanu

€ HaMEHET 3a CuTe - BO3PACHU U Mnaau nyrfe
Kon nmaat 5q CMA v 3a poguTenm v ctapartenmu
Ha geua Kom nmaat 5 CMA. HerosaTa uen

e fa gaae HGopMaumm 3a Toa KaKkBa rpurKa
MOXKE Aa O4eKyBaaT U Aa AobujaT, Taka LWTo
TME MOXAT 3@ MMAaT aKTUBHM Pa3roBopu co
CBOjOT MeAULMHCKM TUM 33 TOa KaKo Hajaobpo
[a ce cnpaBaT co cocTojbaTa, BKAYYyBajKuM M u
MOXKHUTE onumn n n3bopwu.

MNogatouuTe 1 coBeTUTE He ce HaMeHeTU Aa
MM 3aMeHaT coBeTuTe Ha BalumoT AoKTop.
AKo cTe Bo3paceH Koj uma CMA, Tpeba aa

ce KOHCyNTMpaTe co BawmnoT JOKTop 3a cute
npaLlaHba NoBp3aHu co BaweTo 3apasje.
CNMYHO Ha Toa, aKo CTe poguTen / HerysaTten
KOj ro unTa oBa, Tpeba Aa ce KOHCyNTMpaTe Co
[aBaTesoT Ha 34PpaBCTBEHU yCyru Ha BaweTto
Aete 3a cute paboTu LWITO ce ogHecyBaaT Ha
HeroBOTO 3ApaBje, BK/y4yBajKku ro 1 Baweto
[eTe BO ANCKYCUUTE aKo HerosaTta BO3pacT e
coofBeTHa.

Moe ga buae KopuUCHO Aa nmate Konuja og,
0BOj Bognu 3a Aa ro npeseHTnpare, ako BO
6uno Koe Bpeme Bu e notpebHa noaapLLKa
WU MaTe ANCKYCUM CO MEAULIMHCKM eKcnepTu
Kou He ce 3ano3HaeHn co CMA. AKo cte

M134a JIMYHOCT Koja ro Ynta oBoj Boguy, 6m
6110 KOPUCHO Aa ro MPOYUTATE CO HEKOj KOj €
3an03HaeH Co cocTojbaTa, Kako LWTo e BawmnoT
poauTten, HerysaTen Uav MeauLLIMHCKU eKCnepT.

LWto e CMA?

CnuHanHata MyckynHa Atpoduja (CMA) e

peTKa, reHeTCKW HacaeaHa HEBPOMYCKY/IHA
cocTojba. Taa Nnpean3BMKyBa NPOrpecuBHa
MYCKYNHa cnabocT n ryberbe Ha ABUKEHETO
nopaamn cnaboct Ha myckyauTe ( ).
OBa MoKe Aa BAnjae Bp3 cnocobHocTa 33
non3ere 1 oOAeHe, ANLEHE U TONTakbE,
OBUXKere Ha paleTe, NaHKKTe, r1aBaTa u
BpaToT. MocTojaT pa3nnyHm ¢opmu Ha CMA

W LUMPOK CMeKTap Ha Toa KOMKY CePUO3HO ce
noroAeHun aeuarta, MAaanTe N Bo3pacHuTe.
Moyectute popmm Ha CMA ce LWnpoKo
nosHaTu Kako ,5q CMA" 1 yecto ce noHaTamy
onuiaHu Kako ,,tun“ Ha CMA (Buaete ,,Kako
[a ro KopucTuTe oBOj BOAMY“).

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa
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lpynaTta 6ewe cBecHa AekKa
3eMjuUTe MMaaT Pa3/INYHN HMBOA
Ha pecypcu, Na Hanpaswuja
npenopaKkun Bp3 OCHOBA Ha
MMWHMMANHATA FPUXa U NoaapLIKa
WwTo cekoj co CMA Tpeba aa ja

nobue Kage n ga xusee.

KOW CE CTAHOAPOUTE 3A

HETFA 3A CMA?

KomuteT Ha mefyHapoaHu ekcnepTy 3a
3[PaBCTBEHA 3aLUTUTA 1 NaumeHTckn CMA
eKcnepTu fazioa NPenopaKkm 3a rpuxka 1 Hera

Ha Aeua, Miaaum nyfe 1 BospacHu co CMA. Tue
6ea objaBeHM Bo 2007 roamHa 3a notpebuTte Ha
cemejcTBaTa KaKo ,MefyHapoaHu CTaHaapam 3a
rpurka 3a CMA - SoC'“. Op, Toralu, ce 3ronemyBaat
[oKa3uTe aeka nyreto co CMA 1 HUBHUTE
cemejcTBa MoXKe Zia O4eKyBaaT nogobap KBaamTeT
Ha YKMBOT OTKOJIKY LUTO TOa beLle c/ly4aj BO
MWHATOTO, Npes, Ce 1 BO rosieMa MepKa nopaam
nopobpyBarbaTa BO MeAMUMHCKATA FpUrKa U
HeraTa.

CraHa jacHo aeKa oBue nogobpysarba U NPOMEHM
BO MpaKcaTa 3a MpUKa U Hera, BepojaTHO BeKe

He ce MPeLM3HO NPETCTAaBEHU BO OPUTMHAHUTE
CTaHaapan. buagejkm ynpaByBarbeTO CO

CMA moke aa 6apa ekcnepTr3a Ha MHory
crneumjannctu, 26 ekcnepTy 1 NPETCTaBHULM

Ha NauMeHTUTE Of, AEBET 3eMjU Ce COCTaHaa BO
Tek Ha 2016 roayHa 3a Aa paboTaaT Ha HUBHO
aXKypuparbe. Bo Toa Bpeme, MpBMOT TPETMAH

3a CMA, HapeyeH Spinraza® (noHeKoralu

Cce HapeKyBa CO HEroBOTO FrEHEPUYKO UMe,
nusinersen), 6elue onobpeH Bo CAL. Nako e
3HAYajHO AOCTUrHYBaH-E, BAKBUOT TPETMAH He e
JIeK ¥ MOpa A3 04y paKka A0 pPaKa co Hajaobpata
NOAAPLUKA MPU Hera U rpusKka. 3aToa, notpebata
33 QXKypypar-e Ha OBME NPENOoPaKM CTaHa yLuTe
NoBaXKHa.

[anv HeKoj npuma nnu
He Tepanuja co NEeKOBMU,
WA NpPaBUIHO Aobusa
nobpa noaapLiKa -
BK/ly4yBajKM CripaByBaHe

CO CMMATOMUTE, MMA
MeHTa/IHa U counjanHa
6narococtojba - e K/y4HOo
33 NOCTUTHYBakbE Ha
Hajaobap MOXKeH KBannuTeT
Ha *KUBOT.

Boauuy Bo MefyHapoaHuTe cTaHgapau 3a Hera 3a CMA ogn 2017 roguHa



EkcniepTute 6ea nogeneHu Bo paboTHM rpynu criopes,
HWBHaTa cneumjanncTUYKa 061acT. Bo pamKkute Ha
HWBHKTE 06/1aCTU Ha EKCNEpPTM3a, THe 6ea 3340MKEHU
[a rv pa3rneayBaaT U HajHOBUTE J0Ka3W Kako 1
CTaBOBUTE Ha CMEeLMjaIMCTUTE Of, LIeINOT CBET 3a

TOA LUTO € Hajaobpa rpuxKa 1 Hera. Tve rv pasrienaa
Hay4HuTe NybanKaumm 1 nobapaa MmcieHa Ha MHOrY
Apyrn MefyHapoaHU eKcnepTu.

lpynaTta NoTBpAM AeKa MMa OrpaHNYEeHN CTyann

KOW ce ogHecyBaaT Ha Bo3pacHn co CMA, HO aeka
MHOTY 0, ANCKYCUUTE M MPENOPAKUTE 3a Hajaobpa
NOAAPLUKA MPW Hera ce NPMMEHMBU U1 3a AeLaTa U 3a
BO3pacHuTe. KNy4oT 3a HajcooaBETHATA MHTEPBEHLM)A
W TPUXKa KPUTUYHO 3aBUCK 0f, ,,PYHKLUMOHAIHATA
CMOCOBHOCT Ha AETETO, MIAANOT UM BO3PACHNOT" -
03N MOXKaT Aa ceaar, Aa CTojaT UK Aa o4aT; Aanu
HWUBHOTO AuLlere 6uno 3acerHaTo og, CMA; Kou
APYrY CEKOjOHEBHM KMBOTHU aKTUBHOCTM 61 MoXKene
[Aa v nocturHar . 3atoa osume SoC ce 3a cuTe BO3paCcTy.
Cenak, 6ellie 3aK1y4eHo AeKa rosiema pabora Tpeba
0a buae dokycmpaHa Ha pa3bmparse Ha BIMjaHMETO
Ha CMA Ha TEKOT Ha XXMBOTOT Ha eA4Ha IMYHOCT U

Ha UMMNAMKaLMWTE OZ Hea 3a NogApLUKa NPW Hera

Ha BO3pacHW. Bo MHory 3emju Beke NocTojaT uam

Cce NJIAHMpPaaT MHULM}ATUBM 33 A3 NOMOrHaT BO Taa
HaCOKa, LUTO MaK Ke AoBeae A0 eBONYyUMja HA aHUTE
SoC.

lpynaTa 6eLle cBecHa AeKa 3eMjUTE MMAAT Pa3/IYHK
HMBOA Ha pPecypcK, Na NPeNopPaKMTE Ce HanpaBeH!
BP3 OCHOBA Ha MMHWUMA/IHATa Hera U NoAAPLLKA LUTO
ceKkoj co CMA Tpeba aa ja A0bue, Kage v Aa XKusee.

Bo Hoemspwu 2017 rogmHa, no oBMe COCTaHOLM U
ANCKycum, 6ea objaBeHn ABe Hay4HM CTaTUK CO
aXypupaHu ynatcrea. OBue cTaTum 6ea HanuLwaH 33
MEAVLIMHCKM eKCrepTU 1 CoApKea MHOTY C/IOXEHU
MEANLIMHCKUTE TEPMUHWN U AETANN, 33 A3 UM CyKaT
BO HMBHATa CEKOjAHEBHA rpua 3a iyfeto co CMA.

Hay4yHu ctatum oa 2017 roanHa

OumjarHo3a u Boaere Ha CnnHanHa

MyckynHa Atpoduja: Aen 1: NMpenopaku 3a

BAMjarHocTuKka, pexabunurayuja, oproneauja

M HYTPUTUBHA Hera

AwnjarHo3sa u Bogewe Ha CnuHanHa
MyckynHa Atpoduja: flen 2: benoapobHa
M aKyTHa Hera; JIEKOBU, A0AaTOLM U
WMYHU33aLUK; APYrM OPraHCKU CUCTEMU U

€TUKa
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LWTO COAPXMU
OBOJ BOAUY?

3a Aa ce HanpaBaT NoNpUcTanHu
obHoBeHUTe cTaHAapAM 3a Hera, TREAT-
NMD paboTelue co noBeke mefyHapoaHu
rpynu 3a 3actanyBakbe M NoaapLiKa Ha
nauueHTMTe, 3a Aa ro pa3sBue 0BOj BOAMY.

Beb6-cTpaHMUM 3a 3acTanyBakbe

® 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

Hune maKcumanHo ce notTpyausme 4a rv
objacHMMe MeaULIMHCKUTE TEPMUHM BO
TEKCTOT KOJIKY LUTO € MOXHO MnojacHo. Kaae
LTo 360pPOBUTE Ce NojaByBaaT BO OBaa
60ja, 06jacHyBaHLETO MOXKE Aa Ce Hajae BO
NMOMMHMKOT. BoAMYOT, 0OAHOCHO HerosaTta
TOYHOCT € NPOoBepeHa 0f, CTPaHa Ha
MeOMUMHCKMN eKCNepTn, Kon 6ea aBTopu Ha
Hay4HUTe cTaTim og, Hoemspwm 2017 roguHa.

Boauny Bo MefyHapogHuTe cTaHAapau 3a Hera 3a CMA og 2017 roavHa

BogunyoTt, ogHOCHO HeroBsata
TOYHOCT e NpoBepeHa op4,
MeAULMHCKU eKcnepTu, kom bea
aBTOPU HA HAay4YHUTE CTaTUM o4
HoemBpwu 2017 roaunHa.




KAKO AA CE YNIOTPEBYBA OBOJ BOA U4

BoanyoT e nogeneH Ha norna.ja; cekoe nornasje ce GoKkycmMpa Ha cneymdpuyeH acneKkT Ha HeraTa
3a CMA, KaKo 1 Kora Tpeba aa ce npoueHyBa, U onuuuTe 3a MHTepBeHUMja. Bo pamKuTe Ha cekoe
nornasje Ke BUANUTE YECTO Pa3IMYHN HACOKM U OMLLMM 33 TPUKA U yrpaByBakbe BP3 OCHOBA Ha
dM3NYKM NpecBPTHMUM nan TMn Ha CMA, KaKo WTo e onuwaHo nogony. bugejkn CMA Bnuvjae
Pa3/IMYHO Ha CEKOoe NNLE, He MOXKe A3 6MaaT COOABETHM CUTE ONLMM 3@ CEKOj NoeauHel,

HajuectaTta popma Ha CMA e winpoKo nosHaTa Kako ,,5q CMA” n noHaTtamy 4ecTo e onuilyBaHa Uan
KnacuduumpaHa Kako Tmn Ha CMA cnopeg, Bo3pacTa Npy NOYETOKOT Ha CUMNTOMUTE U GUBNYKUTE
NPecBpTHULA:

Tabena 1 KnvHuuka knacudukaunja 3a CMA (Tabena agantmupaHa oa RS Finkel et al, 2017, cTp.597)

Tun Ha CMA BoobuuaeHa BO3pacT Ha BnujaHue Ha mycKynHara cnabocr
NOYETOKOT Ha CMMNTOMUTE npu cepetve / operbe

Tvn 1 Momnaau og 6 meceun He moxe fa cegm unm ga ce Tpkana
CaMOCTOjHO

Tun 2 7 po 18 meceumn Moske ga ceam, HO He 04N CAMOCTOjHO

Twun 3a 18 po 36 meceum Morke aa ogm, Mako oBaa cnocobHoOCT
MOKe Za ce U3rybu co TEKOT Ha
BpemeTo

Tun 36 3 go 18 roanHm CnocobHOoCT Aa 04M, MaKo MOKe 0Baa
CNOCOBHOCT Aa ce U3rybu co TeKOT Ha
BpemeTo

Tun 4 Hapg 18 rogmHm J1eCHM NOTELWKOTUM BO ABUXKEHE
(moTopHH)

Ba)kHO e Aa ce 3anameTu AeKa He NocTojaT CTporo AedUHUPAHM FPAaHMLM KOU T1 ABOjaT eaeH

og, apyr Tunosute Ha CMA crnopep, nojaBata Ha CUMNTOMMUTE BO AETCTBOTO, U AEKa BANjaHNETO

Ha 5q CMA Bo ronema mepKa Bapupa nomery noeauHLM, UCTO KaKo 1 BO popmaTa Ha BO3PACHMU.
[onoNHUTENHO, cera Kora HEKOM NLA NPMMaaT Tepanuja, MoXKe 4a MMa yLWTe NorosieMu pasfivKku
BO BAMjaHMeTO. Mopaam Toa, ocobeHOo BaXKHO e Kora ce pa3roBapa 3a rpukata U HeraTa, Aa ce
nornefHe He CamMo Ha KAMHKUYKaTa Knacudukaymja Ha CMA Ha anuaTa, TYKY M Ha Toa Kou GU3UYKM
NPeCBPTHULM TUE T AoCTUrHane. Tue moxKaT MAK He Mopa Aa BuaaTt UCTU KaKo BO ropHaTa Tabena.

Boauuy Bo MefyHapogHuTe cTaHgapau 3a Hera 3a CMA og 2017 roguHa



Bo 0B0oj Boauy, noeaHOCTaBHO, Ke M HajaeTte
cnefHUTE CyMmUpaHu 360poBM LWITO ce
ynotpebyBaaT 3a Aa ce NpUKaKe Koe ynaTcTBo 3a
rpUXKa U paKoBOEeHE Ce OAHECYBa Ha KoM rpynu
[lela 1 BO3pacHHU:

YnatcTBaTa UCTO Taka MOXKe [1a ce ogHecyBaat

Ha TMNoT Ha CMA Kako Bo Tabena 1 nam ce
oaHecyBaaT Ha CMA co ,,paH no4yeToK”. Toa e Kora
CUMMTOMMUTE 3aMOYHYBAAT NPes, LIeCTUoT MeceLl;
N TUMWYHO OHME CO ,,PaH NOYETOK" ce He-ceaaun.
MNogoueH noyetok Ha CMA ce ogHecyBa Ha nojaBa
Ha CUMMNTOMM MO LLIECTUOT MECEL, 04, }KUBOTOT;
TUMWYHO OHME CO NOAOLLHEKEH NMOYETOK '
BKAYYYBaAAT U CEAQUUTE N 0JauuTe.

Kora auckytnpate 3a Herata Ha CMA co
3paBCTBEHM pPaboTHMUM, MOXKe Aa buae o,
NMOMOLL Aa MM NpaLuaTte Ha Koe nor/asje Tpeba aa ce
MOBMKaTe BO CEMEjHNOT BOAMY.



FMABA 2

FTEEHETUKA U
ANJATHO3A

¢ TEHOT SMN1

MoBeKeTo nyfe MMaaT ABe KOMUW Of, FeHOT 3a NPeXKUBYBaHe Ha MOTOPHMOT HeBPoH 1 (SMIN1)
— N0 efleH HacneAeH o, cekoj poguten. OBUe reHu rv cogpat MHGopmauumTe noTpebHn
3a fa ce npousseae SMN NpoTeMH Koj ' oap»KyBa 34paBM AONHUTE MOTOPHU HEBPOHM

Ha ‘pbeTHMOT Mo30K. JlyfeTo co 5 CMA nmaat aedekT namn myrauuja Ha ABETEe KONUKU Ha
HMBHMOT SMIN1 reH, WTO 3HAYMN AeKa He ce BO MOXHOCT aa npoussegaTt SMN npoTtenH wTo
MM e noTpebeH. bes Hero, AONHUTE MOTOPHM HEBPOHM Ce BNOLLYBAAT LWITO ja OrpaHUYyBa

HMBHATA CNOCOBHOCT Aa HOCAT eNIEKTPUYHM CUTHA/IM 04, MO3OKOT 3a Aa MM ABUXKaT
MyCKynuTe Kou ce 3adateHn co CMA. OBa npeansBmKyBa MyCKy/aHa c1abocT WTo moxKe ga

BﬂMjae BpP3 ABUKEHETO, ANLLEHETO U FONTAHETO.

SMN 1 reHoT e Ha NeTTuoT XPOMO30M BO PETMOHOT O3HAYEH KaKo ,,q”, nopaau WwTo rmaBHUTE

Bnaosm CMA yecto ce HapeKyBaaT 5q CMA.

FTEEHOT SMN2

[Jpyr reH UcTo Taka uma ynora Bo Npou3BoACTBO

Ha SMIN npotenH. OBa e reHoT 3a npexKuByBar-e
Ha MOTOPHMOT HeBPOH 2 (SMN2), noHeKoraLwu ce
HapekyBa 1 CMA “back-up gene” (pe3epBeH reH).
Cenak, Bo noronemuot aen og, SMN npoTtenHoT
npowusseaeH og, reHot SMIN2 HegocTacyBa KyyeH
rpageskeH 610K, Koj 06UYHO ce Npon3BeayBa

oa SMIN1. Toa 3Haum aeka nako SMIN2 morke ga
co3gaae oapeneH ¢pyHKumoHaneH SMN npoTeuH,
He MOMe LLeIOCHO Aa ro HaAOMEeCTU HeMcnpaBHUOT
SMNL1 reH Kaj nyfeto co CMA. BpojoT Ha Konuu Ha
SMN2 morke ga Bapupa og e4Ho A0 APYro Anue m
MOXKe [a ce ABWXKM 0, Hyna o ocym. Noceaysarse
noseke SMN2 konuun ob14HO ce NoBp3yBa Co
nomasnky cepnmosHn CMA cumntomu. Tabena 2 ro
NPUKaXKyBa OMNLUTO O4YeKyBaHMOT 6poj Ha SMIN2
KoMnuu noBp3aHm co cekoj Tun Ha CMA. Cenak,
TOYHW NpeaBuayBamba 3a cepmo3HocTa Ha CMA He
MOXKaT [la ce HanpasaT CaMo Bp3 OCHOBA Ha bpojoT
Ha Konuu Ha SMN2. [lpyrn reHeTCKn dpakTopu
B/IMjaaT Ha TOA KOJIKY MPOTENH € NPOM3BEAEH 0F,
cTpaHa Ha SMIN2 reHoT (uTe).

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa

Tabena 2 bpoj Ha SMIN2 Konuu

reHepasiHoO NoBp3aHu co TMNosun Ha CMA.

Tun Ha CMA Bpoj Ha SMN2 Konuwm wTo

" “maaT MHO3UHCTBOTO

nyre co CMA
1 2
2 3
3a 3
36 4
4 4-6

SMN 1 reHOT e Ha NeTTnoT
XPOMO30M BO PEFrMOHOT

O3Ha4yeH Kako ,,q“ nopagm

WTO rnasHUTe TMnosu Ha CMA
yecTo ce HapeKysaaTt 5q CMA.
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AKO caKaTe Aa npouymTtaTte noseke
MHbOPMaLMK 33 TOA KaKO HeKoe

nvue moxe aa Hacnean CMA, oaete

Ha ,,Mpwunor 1,

UcTo TaKa, MOXebu Ke caKkaTte aa
ro nornegHete aenot ,,KopucHu
pecypcu” Bo KOj ce HaBeaeHU
opraHu3auumTe Ha NauueHTn

AOCTANHU BO Pa3/INYHN 3eMjU.

KAKO 5Q CMA CE HAC/ZIEQYBA

5q CMA ce npeHecyBa of, poguTtenu Ha
HUBHUTe Aeua npeky owTeteHNU SMN1 reHu.
O6u1YHO ce cneay aBTOCOMHO PeLecuBeH
MOAeN Ha HacnenyBake, WTO 3HAYM AeKa ce
npeHecyBa o4, poAUTENNTE HA HUBHUTE Aeua

npeky owTteteHn SMN1 reHn. Toa 3HaUuM gekKa:

€ JlyfeTo Kou HacneayBaar Ase

olwteTeHn Konuu oa reHot SMN1 (no
efeH oA, cekoj poanten) umaat CMA.

€ JlyfeTo KOM HacneayBaaT egHa
oLuTETEHA KOMMWja U eaHa 34paBa
Konwuja Ha reHotT SMIN1 (no eaeH oz,
CeKoj poauten) ce Ha CMA.
Okony 1 og 40 nyre ce Ha
CMA,; HemaaT CMA n
HUKaKkBKM cmmntomm Ha CMA.

& JlyfeTo Kou HacnepnyBsaart ABe
34paBu Konun og reHotT SMN1
(eneH opg cekoj poguten) Hemaat
CMA u He ce

Mako nosekeTo HacneaysaaT CMA of aBaTta
poauTenu, Kaj okony 2% og, nyreTo myTaumjaTa
€ HOBaQ, HajBEPOjaTHO NOpaaM rpeLwka so JHK
0f, jajue KneTkaTa uau cnepmaTtosongHaTta
KNEeTKa of, Koja bune 3a4HaTtn. OBa ce
Hapekysa de novo myTtauuja.

Ba*KHO e uneHoBWTE Ha CeEMejCTBOTO Aa

rv pasbepat pe3yaTaTuTe of, reHeTCKOTO
TecTuparbe WTOo A0BENO A0 AWjarHo3a Ha
CMA. TeHeTcKo coBeTyBarbe Tpeba fa ce
CrpoBeayBa COo 34PaBCTBEH PABOTHWK KOj
MMa CTpyYHa obyKa 3a reHeTuKa. Toj ke
0AroBOPW Ha CUTE NpaLlakba LWTO cemejcTBaTa
MOXKe 3 MM MMAaT 33 reHEeTCKUTE acrneKTU Ha
AnjarHosaTa u ke 06e3beay MHPopmaumm 3a
MOYKHUTE OMNUMM 32 aHUTE BpemeHOCTw.

AKo caKaTe ga npoyuTaTte nosBeke
MHGOPMALLMM 33 FeHETMKATA U KaKo HEKoe
nue moxe aa Hacnegy CMA, Be monmnme
0J€eTe Ha ,HacnegHaTa” cTpaHuMLa WTo ja
obe3beamsme BO NpWIOr Ha OBa NOr/aBje
(Bnam ,,Mpwunor 1“). Ucto Taka, MoxKeTe Aa ro
nocetute Aenot ,,KopucHu pecypcn” BO Koj ce
HaBeAeHM OpraHM3aLmmnTe Ha NALMEHTU KOU
ce JOCTanHM BO Pas/INYHU 3eMjU.

Boauny Bo MefyHapogHuTe cTaHAapau 3a Hera 3a CMA og 2017 roavHa



cCMMNTOMMU

MaToT Ao AmjarHo3a Ha aete 06MYHO 3anoYHyBa

0f, CTPaHa Ha poaAMTEeNOT UM 34PaBCTBEHMOT
paboTHMK. Bo notelukarta ¢opma Ha CMA TMn

1 (He-ceaguKM) co paH NOYETOK, POAUTENUTE U
HeryBaTenmTe BOOOMYaeHO CTaHyBaaT 3arpuxKeHu
3a M/IMTABOCTa Ha HOBOPOAEHYeTO (c1ab myckyneH
TOHYC) M NOTELLKOTMUM BO NOCTUrHYBaH-€ HA
dU3MYKUTE NPecBpPTHULM. MYyCKYNIHUOT TOHYC e
nocnab Ha MyCKy/IMTe Ha HO3eTe OTKOJIKY Ha paueTe
Kaj HMBHUTE Aeua. MICTO Taka YecTa e nojasaTa Ha
NOTELLKOTUM NPU XPaHEHETO Kaj HOBOPOAEHYETO,
nopagy cnabute MycKyM 3a10/1*KEHN 3a FTONTaHbE.
CAMYHO Ha Toa, TMe YecTo MmaaT Nnpobaemum co
OMLLEHETO NOPAAN HUBHUTE C1abu pecnnpaTopHn
MYCKY/IN.

Heuata co CMA t1n 2 (ceaeykmn), nako He ce ToKy
Cepno3HO NoroaeHn Kako oHne co CMA t1n 1, ncrto
TaKa, MOKaXKyBaaT 3HaLy Ha MYCKy/IHa cnabocT

Ha Ho3eTe nosekKe of paueTe. HUBHUTE MycKyan

33 roNiTakbe U AULLIEHE MOXKE U He Mopa Aa

MosKe fa HajaeTe noaeTanHu objacHyBaa 3a
cumntomuTe Ha CMA aKo ja nocetute Beb-
CTpaHaTa Ha opraHM3aumjaTa Ha NauMeHTK
HaBegeHa BO genot ,KopucHu pecypcun” Ha

KpajoT 04 0Ba yMaTCTBO.

NOKaX*yBaaT 3HaUu AeKa Ce 3aCerHaTtu.

Jeuata co CMA t1n 3 (oaeyku), UCTO TaKa,
roKayKyBaaT c/1labocT Ha Ho3eTe noseKe oA, cnaboct
Ha paueTe. Buaejkn HUBHUTE MYCKY/IM 3a FOTakbe
M guLleHe 0bUYHO He ce 3acerHaTtu, Tue Hemaat
TeHAEeHUMja 33 NOjaBa Ha NOTELLKOTUW NPU roNTakbe
N OULLEHSE.

BospacHu co CMA tmn 4 (newaupm) Kage 6onecta
ce NojaByBa 3a NMPB NaT Kaj BeKe BO3pacHU MLa,
06MYHO 'V I0XKMBYBAAT NPBUTE CUMMNTOMM KaKo
MYCKy/IHa HenpwujaTHocT 1 / unu bonka. buaejkm
HUBHMTE MYCKY/IN 3@ FO/ITakbe U AulleHe 06UYHO
He ce 3acerHaTtu, Tue 0bMYHO HeMaaT NOTELLKOTUM
NPU FONTakbe U ANLLIEHE.

MorkeTe Aa HajaeTe noaeTanHM objacHyBakba 3a
cumnTommTte Ha CMA ako ja noceTute Beb-cTpaHaTta
Ha OpraHu3aumjaTa Ha NauyeHTN HaBeaeHa BO
aenot ,,KopucHu pecypcu” Ha KpajoT o4, 0BOj BoAWU.
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AKoO JOKTOPOT CMEeTa AeKa AeTe N BO3paCeH MMa

CMMMTOMM KOW YKaXKyBaaT AeKa moxke Aa Mmva CMA,
TOj Ke opraHm3npa a ce 3eme NPUMEPOK O, KPB
1 [ia ce ucnpaT Ha TecT 3a aeneupja (bpuerse)
Ha SMIN1
Konum o SMN1 reHoT MMaaT AedeKkT- Aeneumja,
Ke ce noTBpAM AnjarHo3aTta Ha 5 CMA. CneaHo

. AKO TECTOT NOKaxKe AeKa ABeTe

ce npenopavysa Aa buae npecmetaH 1 6pojoT Ha
SMIN2 KonmnK, Kako KOPUCEH NOKa3aTes 3a Toa KaKko
Ke ce oaBmBa bonecta BO MaHMHA (MporHo3a), Wro
nakK Ke BoAM KOH Hajaobpa Hera 1 Bogere. OBa UCTO
TaKa e KOPUCHO BNAEJKM KTMHNYKUTE UCMIUTYBaH-a 33
HOBWTE TPETMaHM YeCTO MMaaT BAE3HM KpUTEPUYMM
co oapeneH 6poj Ha SMIN2 Konumn Koj HAMBKWAYaTa
MOPa 43 MM MMa 3a A3 Y4ECTBYBA BO KIMHUYKOTO
TecTmparbe.

AKO BO TeCTOT ce YyTBpAM AeKa Camo efHa Konuja
oA SMIN1 reHOT uma aedeKT, HO CUMNTOMUTE

cé ywTe ynaTtysaaT Ha CMA, ce npenopayyBa
NoHaTaMOLIHO NOA/aboKo reHeTCKo

TecTMparbe nNpeky npouec HapeveH SMN1
CeKBeHUMOHUpaHe Ha reHuTe. Toa 6u 6apano
noeauHeYHu, CynTUAHN MyTaLumn BO , KOn
aKo Ce HajaaT, NoTBpAyBaaT AnjarHo3a Ha 5q
CMA. AKo gsete SMN1 Konunu ce NPUCYTHU U He
ce pedeKTHMU, MHOTY MaJIKy e BepojaTHO AeKa
cumnTomuTe ce npuunHetn og, CMA. Ke 6uaar
notpebHM Apyrn TeCToBM 3a Aa Ce NOCTaBu

AMnjarHosa.

[pyrnTe TeCTOBW, KaKO LLTO Ce XMPYPLLKO 3eMaHbe
Ha Man NMPUMEPOK Ha MyCKyuTe (

) M TeCTOBM Ha HepBHaTa dyHKLMja, He
ce noTpebHu 3a Aa ce anjarHocTMumpa 5 CMA.
Cenak, Moxe Aa bnuaat noTpedbHn A0NOAHUTENHM
TECTOBW 33 OHMeE CO NoAOLHEXKeH noyYeTok Ha CMA,
BraejkM CUMATOMUTE MOXKe Aa B1AAT NOCYNTUIHM
1 NOTELLKM 3a AMjarHoCTMUMpare. Ha npumep,
MOXe J1a Ce HamnpaBy TeCT Ha KPBTa KOj ro MCNMTyBa
MYCKY/THUOT ( nnn UK).



MocebHo e Ba)KHO Aa ce

obe36eauM ncnxonoLKa m

eMOLMOHaNHa NoAApPLIKa

AOBMBAI—bE HA BOOBOjMOMEHTKaKOMBO
OVIATHO3A naHmia.

[unjarHo3aTta Ha CMA Tpeba aa ce coonwTn
CEH3UTUBHO, /IMYHO, 04, CTPAHA Ha reHeTn4ap
WM HEBPOAOT. BO TEKOT Ha NPBMOT COCTAHOK
AMCKycujaTa Tpeba fa coapKu:

¢ Lo ja npeanssmKano coctojbaTa
¢ Kako coctojbaTta 06M4HO Hanpeaysa

€ KaKo cocToj6aTa ro 3acera BalleTo
nete co CMA nau Bac Kako Bo3paceH
co CMA n KaKo Taa MOXKe ga B/njae Bp3
CemejCcTBoOTO

¢ Kaksuonuum 3a TPeTMaH Ce AO0CTalHu,
AOKOJIKY T Ma

¢ [ucKycuja 3a cOoaBETHM OMNUMK 33
CnpaByBakb€ CO CUMNTOMUTE

MNocebHo e BaXHO Aa ce obe3bean
NCMUXOOLLKA U EMOLMOHA/HA NOAAPLLKA BO
0BOj MOMEHT KaKo 1 BO MAHUHA.

JlekapoT Koj ja AaBa gmjarHo3aTta UCTO
TaKa Tpeba Aa ro n3BecTu 3a AnjarHo3ara
CEMEJHUNOT JIeKap U NOKANHUOT MeaULMUHCKM

TUM U Ja r'M CoBeTyBa 3a NPaBUAHOTO
Boaer-e Ha CMA.
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BOCMOCTABYBAKWE HATPUKA U NOAAPLUKA

CMA e KomnnekcHa cocTojba Koja
pasfinyHo BAMjae Ha nyreto. HajoobpoTo
cnepetrbe 6apa aHraXKMaH of, MHory
pPa3IMYHM 34PABCTBEHN CNELMjANNCTU
(Cn.1). Cekoj Koj e gujarHoCTULUMPaH

co CMA Tpeba pga 6uae ynateH oo
cnewunjanncTMyKa HEBPOMYCKY/THA
KNMHWUKA U APYTN PeNieBaHTHMU
CrneunjanCcTUYKN KNMHUKK. Toa MoXKe Aa
BKJyYM CNeumjaancTtu 3a:

OpToneauja

Cnuka 1.

MynTuancumMnaMHapHa
eKcrnepTM3a 1 BUA Ha
3rpUNKYBakbe Koja MOXe

Aa ja nobue Hekoj co CMA
(apanTmpaHo og E. Mercuri et al,
2018, ctp.106.)

Hespo-mycKkynHa/
pexabunuTaumja

NcxpaHa,
racTpoeHTeposiorvja u
3[4paBje Ha KOCKuTe

¢ [unwerbe (pecnupatopHa Hera)
® VcxpaHa (racTpoeHTeposiormja U gueTeTuKa)
& KoCKM 1 myckynu (opToneacka Hera)

¢ Pexabunutauuja (pusmotepanestv (PT) n
paboTHW/ okynaumoHu TepanesTtu (OT))

CemejcTBaTta 1 BO3pacHUTe nmua 3acerHatm og, CMA
ncTo Taka Tpeba Aa fobujaT reHETCKO COBETYBaME.

PecnunpatopHa
Hera

AKyTHa Hera

KoopauHaTtop

BkayyeHoCT Ha
Opyrn opraHu

CemejctBO

MeankameHTmn
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Cneumnjanuctute Tpeba aa pabotat 3ae4HO Kako
MYNTUANCLUMNANHAPEH TUM KOj HE CamMO LUTO Ke
M pasriega MeguuMHCKUTE NnotTpebu Ha BaweTo
AeTe unu BawuTe, TyKy UCTO TaKa Ke M 3eme BO
npeasua n ke buaat NoYMTYBaHM CUTE COLMjaNHM,
KYNTYPHU U AyXOBHWU NOTPebu WTOo rv nmare.
TUMOT MCTO TaKa MOKe Aa BKIYYM CNeLmnjanmnctm
3a Ma/sijaTMBHA Hera KoM UMaaT ekcnepTnsa

BO KOHTPO/1aTa Ha KOMMJIEKCHU CUMMNTOMM.
ManujaTMeHaTa Hera e YecTo NOBP3aHa Camo Co
FPUXKa 3a KPajoT Ha XKMBOTOT, @ BO NpaKca Mma
MHOTY NOLWMPOK POKYC 3a Aa My NOMOTHE Ha
JIMLETO Aa NoCTUrHe A06ap KBAUTET Ha XKMUBOT.

TuMoBMWTE 33 NasiMjaTMBHA Hera UMaar 3a LUen Aa
ro afanTMpaaT n3bpaHNOT TPETMaH Ha }KUBOTHUTE
L&/ Ha NaLUMEHTOT, Aa 06e36eaaT oMol BO
HaAMWHYBaHe Ha Npean3BuLmTe, U Tpeba aa ce
CMeTaaT 3a KOMMN/IEMEHTapHa yc/yra Ha apyrure
dopMM Ha MeaMLMHCKa NoAAPLLKA.

Hackopo no amjarHosata Tpeba aa pasrosaparte 3a
MOKHOCTUTE 32 Hera BO OTBOPEHM KOHCYATaLUK €O
BalwmoT myatmaucumnanHapeH MeguumHCKM TUM.
OBa Tpeba aa bmae Ha nocTojaHa ocHoBa. M3bopute
3a UM NPOTUB MHTEPBEHTHA Hera Tpeba aa ce
peBMAanpPaaT co NPOMEHIMBMU OKOIHOCTU aKo Bue
AV MeOUUMHCKUOT TUM CMeTaTe [eKa e COOABETHO.

Ce npenopayyBa cMTe NPOLLEHKM M KOHTPOAW A3

ce KOOPAMHMPAAT OA CTPaHA Ha efieH YNeH O,
MEOMNLUMHCKMOT TUM KOj € 3arn03HaeH CO MOXKHaTa
nporpecuja 1 noteHumjanHuTe npeamssuum Ha CMA,
0Ba € reHepasIHO HEBPOJIOT, NeANjaTPUCKM HEBPOIOT
WM BO HEKOM LIEHTPU ,,KOOPAMHATOP 3a Hera”.

McTo Taka Tpeba aa Bu ce aagat nHpopmaymm 3a
3@ UMaTe MOXKHOCT 3a:

¢ KoHTaKTMpakse co rpynuTe 3a nogapLuKka u
3acTanyBatbe noBp3aHu co CMA

¢ [pwucTtan 4o foBEpPAUBM OHMAjH pecypcu 3a
noseke MHbGOPMaLMM 3a yNpaByBatbe M Hera

¢ [unckyTuparbe 3a KIMHUYKUTE UCNUTYBaHA
KOM MOXKebu ce cooaBeTHU

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa
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IMABA3

OBOj gen rv pasriesyBa HaYMHUTE Ha KoM
dun3moTepanmnjata Moxe Aa ce KOPUCTM 3a Aa ce
MOMOTHEe Ha IMLLETO Aa ja NOCTUTHE UKW OAPKYBA
cBojaTa GYHKLUMOHA/IHA CNOCOBOHOCT 3a Aa MOXKe
A3 UMa gobap KBanWTeT Ha KMBOT. TepMUHOT
dYHKUMOHA/THA CNOCOBHOCT MOXKe A1 ce KOpUCTH
3a fa ce objacHM cnocobHoCTa 3a BpLUEHE
CEKOjAHEBHM aKTUBHOCTU M 334341 KaKO Cefietbe,
KopucTere Ha ToaneToT, obnekyBakbe, jagere
WM KauyBakbe Ha CKas/u.

3aTerHyBarbe Ha 3rnobosuTe ( ) yecto
ce cpekaBa Kaj nyre kou umaat CMA 1 moxke aa
[oBeaat Ao 60/1Ka U TELLKOTUM NPU ABUMKEHE.
O6n1acTV Ha TeNOTO KoM 0BMYHO ce 3acerHaTu

Ce paMeHarTa, 1aKkTuTe, 3rMoboBuTE, NPCTUTE,
KOJIKOBUTE, KONEHaTa, MYXKA0BUTE U CTananaTta.

n apyrute edpektn Ha CMA moxke aa
ce ybnarKaT co Toa LUTO /IMLLaTa Ke MMaaT peaoBeH
npwucTan o cecmm 3a pusmotepanmja. bes ornes,
Ha TMnoT Ha CMA, geuaTta, miagmTte 1 BO3pacHUTe
Tpeba Aa AobujaTt noaapLLUKa, COBETU M Oonpema 3a

@ MOXKaT [ia CTOpPaT LUTO € MOXKHO NoBeKe 3a cebe.
[eHepaHO MOXKe Aa oYeKyBaTe d13noTepPaneBToT
(®T) m okynaupoHumor TepanesT (OT) Aa AnsajHMpaaT
N AEMOHCTPUPAAT COOABETHN UHAMBUAYANN3NPAHM
BeXKOM. The MUCTO TaKa Ke CoBeTyBaaT Un

o0b6e3benat onpema 1 agantaumm 3a Aa rm onecHar
aKTMBHOCTUTE 3@ MOBUIHOCT U CEeKOjAHEBHOTO
uBeere. Ha cemejcTBaTta U BO3pacHUTE 06UYHO MM
Ce MOKaXKyBa KaKo Aa UM NOMaraaT BO UCTErHyBatbe,
BO BEXKOW N BO KOPUCTEHETO HA OMNPEMa, TaKa LITO
penoBHaTa pusnoTepanmja Moxe Aa ce BKIoNM BO
OHEBHUTE PYTUHW.

Bo TeKOT Ha 0BOj 4en, KaKo LUTO M NPUKaxKyBame
npenopakute Ha SoC, r1 BKy4yBame 1
npecKkpunTnBHUTE MHPpopmaumm Ha SoC 3a Toa
KOJIKY Aonro Tpeba Aa ce HocaT OpPTO3M 1 KOJIKY
yecTo Tpeba aa ce M3BeayBaaT UCTErHYBaHba.
Cekorall 3anameTeTe AeKa Gp13noTepanesT Uam
cneumjanuct ke buae Bo MOXKHOCT Aa BM 0be36eam
WHAMBUAYANN3MPAH NAaH.



NON SITTERS (HE CEAEYKMU)

dusnotepanujata 1 pexabunmtaumjata

32 OHME KOW He ceaaT MMaaT 3a Len Aa ro
Hamanat 3aTerHyBaHeTo Ha 3r10608UTE, A3 ja
ONTUMM3MPAAT QyHKLMjaTa U 4@ UM MOMOrHaT Ha
NyfeTo 3 TONepupPaaT PasINYHN NO3ULUN KaKo
LUTO Ce NieXKerbe Ha rpb, Ha CTpaHa uan ceaeme co
nomoLu. Kora ¢pusmnoTtepanesToT Uam paboTHUOT
TepanesT AaBa Npenopaku, Tpeba Aa fane HACcoKM
1 fa 06e36eam obyKa KaZe LITO € COOABETHO.

4 Mo3uumnoHupare

Pa3nnyHM NOTNOPM KaKo LITO CEe PONHU, K/IMHOBM,
NONHETU NePHULM, Ke MM NOMOTHAT Ha He-
cefieukunTe MLa NpuY NoAAPLLKA KOra exkaT Ha
rp6, HacTpaHa naM BO ceaeuka nonoxoa.

Ce npenopavyBaaT cegmLTa U CUCTEMM 33
cnverbe n3paboTeHn No MepKa, 3aeHO CO
€NEKTPOMOTOPHM KONMYKU UIU MaHYENHU
CTPO/IEPU KOM OBO3MOKYBAaT JIerHaTa uam

nosuuuja co HaBanyBakbLe.

€ WUcrterHysame

BarkHO e cekoj wto nma CMA aga vma wro e
MOXKHO noronema GpnekcMbuaAHOCT BO 3r1060BUTE
3a Zla NOCTUTHE UM OAPKM He3aBMCHOCTa. Ce
npenopavysa UCTErHyBake Ha MYCKYIUTe Kou
06M1YHO ce 3rpyeHn. CuTe oBME ONUUK He ce
COOABETHM 33 CEKOrO, HO MOXKHOCTUTE BK/y4yBaaT:

AcCUCTMPAHO UCTErHyBaHbe — Kora HEeKOj Momara
CO AuKerbeTo. MNpenopayaHMoT MMHUMANEH
6p0j NaTh HeaeHO e TPU A0 NET CECUM.

OpT03M - KOV NOAAPMKYBAAT UK
MMOBUIN3MNPAAT eKCTPEMUTET UK ‘pbeT.
OpT03M Ha pakaTa MoXKaT Ja NoMOorHaTt

NPy ABUXKEHE, HO CeMnak 0BO3MOXKyBaaT
dnekecnbunHocrt. 3a aa buaat epeKTMBHN BO
nopobpyBaHeTo Ha GAeKCMBUAHOCTa, OpTO3MUTE
Tpeba Aa ce KopucTaT noseke og 60 MUHYTH
WV NPEKY HOK.

CepUCKM KaCTUHT - EKCTPEMUTETOT Ce CTaBa BO
cepwuja Ha rvnc Bo TEKOT Ha eAeH nepuoa, npu
LUTO NO/IEKa Ce Kopermpa nosuumjaTa co cekoe
MoZEeNMpatbe.

Mpotesu - Kom ce CAMYHU Ha OPTO3UTE U Ce
KOPWCTAT 3a NOAAPLLIKA Ha AeN of, TeNoTo

3a 4@ NOMOrHaT Npu cTabmunmnsnparse 1
NPOMOBMpPaHE Ha ABUMKEHETO. 3a Aa buaat
edeKTMBHM THe Tpeba Aa ce KopUCTaT HajManky
neT naTu HeaesHo.

OkonyspatHmum (LLIaHL0Ba jaKa) - MoXe Aa
61aaT KOPUCHM 33 NOAAPLLKA Ha [1aBaTa U
[06pa no3mumja Ha BPaToOT LUTO MOMara npu
AVLLEHETO.

Beptukanusatopu (CreHaepm) - ce NOMOLLHA
anaTKa Koja ce Kopu1cTu 3a besbegHo aa v
noAAprKyBa NyfeTo BO UCNpPaBeHa ,,CToeuKa”
nonoxba. Tue morke ga ce Kopucrat

3a 12 MOMOTrHaT BO OAP*KYBAHETO UK
nopobpyBaHeTO Ha MOCTypPaTa Ha TeNoTo,
3[PaBjeTo Ha KOCKWTEe (MMHEepasiHa rycTUHA Ha
KocKkeHaTa maca, BMD) u gurectmnjata. Osne
rmomarasia He ce NorogHu 3a cekoro n Tpeba
[ Ce KOpMCTaT CaMo aKo ce Mo Npenopaka Ha
¢dursmoTepanesT.
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Bexxbute n pmnsnukmuTe ABMKEHA MOXKe Aa buaat npeanssuk

3a HEKOWN He-Ceaeyvku nua -

Bawunot ¢pmnsoTepanesT Unu

paboTeH TepaneBT MOXKe Aa Be coBeTyBaaT 3a oBa.

NMomarana n TeEXHONOMMja MOXKe Aa Ce KOpUCTaT 3a Aa NMOMOrHaT BO ABUXKeHeTo. Bexxbute n
bM3NYKOTO ABUKEHE MOXKE Aa O1aaT npeam3BUK 32 HEKOM He-Celevykn nLa - akTUBHOCTU BO
BOAA MOXe Aa buaaT KOpUCHM, AOKO/IKY rNaBaTa e NnoadprKaHa U NocTon cooaBeTeH Haa30p.
®dun3notepaneBT UM PabOTEH TepaneBT MOXKe Aa COBETYBAaT 3a OBa.

PeOBHO KOPUCTEHE HA PA3/IMYHUN TEXHUKN U ypeam 32 MaKCMMM3Mparbe Ha CnocobHOCTa 3a
AVLLIEHETO M OTCTPAHYBakbe Ha CEKPETOT € MHOrY BaxKHO. Pu3noTepanmjata Ha rpaZHNOT Kow €
ocobeHo BaxKHa 3a Bpeme Ha bonecTt unum npeg onepaunja (Buau Masa 6, Auwere (PecnnpatopHa
W NyIMOHaHa Hera)).

[lo6ap nprmep 3a TexHO/IOrMjaTa LUTO MOXe [la Ce MCKOPUCTU 3a @ MOMOrHe BO KOMYHMKaLMjaTa
M Aa ce 3ro/ieMu He3aBUCHOCTA e ,,ypea 3a c/iegerbe co o4m”. OBa My OBO3MOXYBa Ha /IULLETO Aa o
KOPWUCTU CBOjOT MOr/eA Kako HauMH 3a AaBakbe UHCTPYKLUN NPEKY KOMMjyTEPCKM EKPaH.




SITTERS (CEAEYKU)

3a ceileuKM NALMEHTH, NaBHM LieU ce Aa ce
HaMasIM 3rpuyBaHETO Ha 3171060BUTE OAPKYBAjKM
M GNeKCMBUNHM M Aa Ce CNPeYr UCKPUBYBaHLE

Ha ‘pbeToT (CKO/IM03a), KAaKO M OAPMKYBaHE Ha
HW3a ABUKEHA LUITO Ke NOMOTHE Aia e 3rofiemm
He3aBMCHOCTA NPU CEKOjAHEBHUTE aKTUBHOCTU.
®usnotepanesT nnm paboteH TepanesT Tpeba Aa
[a[iaT HACOKM M 0bYKa 3a Toa KaKo Zia ce NOCTUrHaT
OBWE LIENIM KOPUCTEjKUN U CNeaHUTE TEXHUKU:

& [lo3nuroHupare

OpTO3M Ce HaABOpPELLHM NoMmarana Kou rvm
noaAp»yBaaT paueTe, Ho3eTe UK ‘pbeToT 3a
[la ce NpeBeHMpa UAM NOMOTHEe ABUKEHETO
3a NOCTUTHYBaH€ aKTUBHOCTU KaKO CTOEHE U
noaAp»KaHo oaetrbe. Tue BKAy4YyBaaT:

NMpoTe3un/KopceTH - ce npenopayysaar 3a
noaapLiKa n ctabunmsaunja Ha ‘pbetor

M NPOTE3M 332 MOMOLL NPU ABUNKEHE Ha
paueTe. 3a TMe aa buaaT epuracHu, Tpeba
[la Ce KopuCTaT HajMasIKy NeT naTv HeaenHo

OpTO3U U NPOTE3U - KOM MOXKAT Aa ce
KOPWUCTAT 33 O4pKyBake Ha 3r1obosuTe
BO oApeAeHun nosuvumn. 3a aa bupar
edeKTnBHMU, TMe Tpeba ga ce HocaT 60
MWHYTW UK, aKO € COOABETHO, MPEKY HOK.

MoaApLIKa HA BPATOT - LUTO MOXKe Aa buae
KOPMCHO Npu NaTyBakbe.

MopaprKaHo cToemwe - Koe MM UcTera Ho3eTe,
npomoBsuMpa nogobpa NnocTypa, ja 3ronemysa
KOCKeHaTa ryCcTMHa, UMpKynaumjaTa Ha KpBTa
M ja onecHyBa KoHcTunaumjata. OBa Tpeba

Aa Tpae g0 60 MUHYTU MUHUMYM TPW 40
neT NaTv HeAeNHO, HO MeT A0 ceayMm naTu
HeAeNHo e Hajaobpo 1 NpenopayYnuneo.

€ licTerHysarbe

BexbuTe 33 MYCKY/IM KOM ce ,,3rpUYeHn” moxe
A ce HanpaBaT Co acUCTeHUMja U MOXKe Aa

€ NOTNOMOrHaTO CO ynoTpeba Ha OpTO3K,
BEPTMKANN3ATOPU M OPTO3M KOM NOMaraaT BO
nosuumjara.

BarkHO e fia buaete AocienHW BO UCTErHYBAHETO.
KomburHmpatrbe Ha epekTMBHU UCTErHyBakba

CO OPTO3M M MOCTOjaHO BEXKDAHE € O, K/Ty4YHO
3Hauyerse. PyTvHaTa Tpeba nHayBnayanHo Aa

ce npunaroay oa, ou1snoTepanesT Uam paboTeH
TepanesT. 3a A3 61ae epeKTMBHO, UCTEraHbETO,
NpOTEraH-EeTO Ce Npenopayysa NnoseKe o, neT 40
ceaym natv HeaesHo.

MobwunHocT 1 Bexbarbe

Cute cepaum Tpeba Aa UMaaT eNekTPOMOTOPHA
WMHBANIMACKA KO/IMYKA CO COMCTBEHW CeAEYKM
CUCTEMM KO M 3340B0O/TyBaaT HUBHUTE
nHAMBMAYaNHU noTpebu. [euata 06U4HO
MMaaT KOTHUTUBHM U GU3MYKM CNOCOBHOCTM

[1a KOPUCTaT e/1eEKTPOMOTOPHA MHBANIMACKA
KO/IMUYKa Npes, Aa Hano/iHaT ABe roAvHK, na
3aTOa € KOPUCHO Aa Ce U3BPLLK NPOLIEHKA Npes,
BO3PaCTa 0f, 4B8€E FOAMHW.

OHMe Kou ce MOCUIHU MOMKe Aa NpeTnoynTaaT
NleCcHa MaHye/IHa MHBa/IMACKA KOIMYKA UK
TaKBa CO e/1eKTPMYHA NOMOLL Ha TPKanaTa Koja
61 MM 0BO3MOXKIM/1A MOro/ieMa He3aBUCHOCT.
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Tpeba aa ce NOTTUKHYBa BexKbarbeTo 3apaan HErOBUTE MHOTYBPOjHM NPUAOOUBKN, KaKO LITO

ce: ogpKyBare 1 nogobpysBate Ha cuaaTa, GaeKCMbUNHOCTa, U3APKANBOCTA U PaMHOTEXKATa.
MNcTo Taka MorKe Aa ro nogobpu y4ecTBOTO BO aKTUBHOCTUTE Ha yuuaunwite, Gakyntet, paboTa, BO
cnoboaHOTO BPEME U COLMjaNHNTE aKTUBHOCTU. BexkbuTe Tpeba Aa ce n3seaysaaT Ha Pas/INYHK
HAYMHK; OBA MOXE Aa COAPKM Beba Koja BKAydyBa NOAUTartbe Ha TeXMHa (TPEHUHT Co OTnop),
nauBsarbe, GU3noTepanmja Koja BKIyYyBa jaBarbe Ha KoM ( ) M CNOPT CO UHBANNACKU
KOJ/IMYKWN, KOU Ce MPUjaTHMU HaunMHU Ha Bexkbarbe. Pr3noTepaneBT MoXKe Aa COBeTyBa 3a BexkbuTe.

KaKo 1 Kaj He-celeuyknTe naumeHTr, PasiMyHn TEXHUKNU U anapaT MOXKe [la ce KopucTaT 3a
[a Ce OAPKM ANLLIEHETO U Aa Ce HaManu ceKkpeToT (BMau Masa 6, Auwere (PecnupatopHa u
nyAMoHanHa Hera)). OBa e ocobeHo BaXHO 3a Bpeme Ha enusoam Ha bonecT 1 npea onepauuja.




WALKERS (MMLUA KOU OAOAT)

3a NaumeHTUTe KoM 0aaT CaMOCTOjHO, LienTa

€ [a Ce OAP*KM U NOTTUKHE MaKCUMasIHa
MOBUIHOCT, CEBKYMEH OMCEr Ha ABUMKEHE U
KOJIKY LUTO € MOYKHO NOrosiema He3aB1CHOCT BO
CeKojaHEeBHUTE aKTUBHOCTW. 33 Aa ce NoCcTUrHe
0Ba, BaXKHO € A1a ce paboTn Ha peKcMbUIHOCTa,
cunaTa, U3OPKANBOCTA M PAMHOTENKATA.
dusnoTtepaneBToT UM PaboTeH TepaneBT Tpeba
[ pa3roBapaart 3a OBa, Aa A3AaT HACOKMU M Aa
06e36eaaT coosBeTHa 0byKa. Tue MmoxKaT aa rm
COBETyBaaT CIeAHMBE HAYMHWM 33 MOCTUTHYBaHE
Ha oBMWE LieNn:

€ WUcterHyBamwe

WcTerHyBarbaTa Tpeba aa buaat gen og
nporpamara 3a Berkbare 3a Aa ce 3a4yBa
dnekcnbunHocTa Ha 3rnobosuTe, ocobeHo
INY*KO0BUTE M KONeHaTa. Tue MoxKaT Aa ce
HanpaBaT Co MOMOLL MK CaMOCTOjHO. NcTo
TaKa MOXKe Aa ce ynoTpebyBaaT opTo3u 3a Aa
ce NPOAONXKAT UCTErHyBarbaTa U Aa MOMOrHaT
B0 Toa. MMHMManHaTa ¢pekBeHuMja 3a
NCTerHyBarbe e 2-3 NaTh HeaenHo, a Hajaobpa
orumja e Tpu 40 NeT NaTM HegenHo.

€ lo3numoHupare

Moske Aa ce KopucTaT OpTo3u Ha JONHUTE
EKCTPEMMUTETU 33 OAPKYBaAHE Ha
dnekcmbunHocTta, noctypata U GpyHKLMjaTa
Ha FY»KA0T U KONIEHOTO KOM Ce HOCAT OKOoNy
rpaguTte n ‘pbeToT MoXKe Aa ce KopucTaT 3a
NOTTMKHYBakb€ MOCTypaTa Ha TeN0TOo Npu
ceferbe, HO He ce Mpenopayvysa Npu oaemse.

¢ MobunHocT u Bexkbare

JlecHM MaHyenHM MHBAIMACKN KOMIMUKM UM TaKBU
CO eNeKTpUYHa NOMOLL Ha TPKanaTa MoxKaT Aa
6maaT KOPUCHM NOPaAY 3aMOPYBAYKMOT HaMop
LwTo e notpebeH 3a oaerbe . ENeKTpoMoTopHU
WHBAZIMACKN KOJIMYKM /TN CKYTEPU MOXKE A3
6vaaT KOPUCHM 33 NOAOAMM PacTojaHwja.

MporpamuTe 3a Bexkbarbe Kom ce GoKycupaaT

Ha cuna, U34PHAMBOCT, PAEKCUOMIHOCT U
paMHoTEXa Ke buaat oa kopuct. SoC npenopayysa
aepobuK Bexkbatbe, NInBakbe, 0AeH-Ee, BO3eHe
BE/OCMNeL, jora, BECNaHe, eUMNTUYEH/ Kpoc
TPEHWHT 1 BMA, Ha dU3MOTEPanMja Koja BKIy4YyBa
jaBarbe Ha KokbM (xunoTepanuja), Kako Ao6pu
HauYMHW Ha BexKbatbe.

dusnortepanesT Tpeba Aa COBETYBa 3a TOa
KOJIKY YeCTO M KONKY AONT0 Aa ce Bexba.

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa
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CMA HajyecTo npegn3BuKyBa
nyreTo ga umaat npobremm

CO KOCKUTE U MYCKyuTe
(opToneackun). OBa moxke Aa
BKy4yBa npobnemu co ‘pbeTor,

KO/KOBUTE, 3rno60BUTE U KOCKUTE.

rMABA 4

OPTOMNEACKO

BOAEHE

CMA HajyecTo NnpeamM3BMKyBa NyfeTo Aa MMaaT MYCKYIHU U NpobaeMu Co KOCKUTe (opToneacku).

OBa MoXKe fa BKAy4yyBa npobnemu co ‘pbeTtoT, KonKkosuTe, 3r106oBuTe U KOCKKTe. Bes orneg Ha
JIEKOBU UK ApYyrv TpeTMaHu, cute anua co CMA (ceeuku, Heceleuku U oHMe Ko oaaT), Tpeba aa
MMaaT pefoBHM NPOLEHKN N NPeNopakm og 0by4yeHn YNeHOBM Ha TUMOT KaKo LUTO Ce OPTONeACKMU

KOHCYNTaHT, pusnotepanesT (MT) nnm okynaumoHeH TepanesT (OT). OBa Tpeba Aa OBO3MOMKMK
ceKkoj npobnem ga ce MeHanpa Ha HAYMH Koj Ke NOMOrHe BO AOCTUTHYBake MW OAPKYBake Ha

OBUXereTo M bharococTojbara.

BJIMJAHUE BP3 ‘PBETOT

CMA moxke Aa ' ocnabHe MyCcKyuTe Kou ro
noaap:Kysaat ‘pbetoT a 6e3 oBaa NoAAPLIKa,
‘pbeToT MoXKe Aa brae nosneyeH of rpaBuTaLmjaTa
1 aa ce nckpmen. Ce NpoLEeHyYBa AeKA KAKO LITO
pacrat, 60-90% opf, He-ceAguKMTe U CeaeuKmTe
pa3BMBaaT ‘POETHO UCKPMBYBabE, Kako 1 50% of,
/IMuaTa Ko oaar.

Kora ‘pbeToT ce KpmBM Ha Koco Bo popma ,,S*
nnm,,C“ ce HapekyBa ckonmosa. Kora ‘pbetot ce
HaBeAHyBa Hanpes, Toa Cce Hapekyea Kudoza.
McToBpemeHo co MCKPMBYBaHETO Ha ‘pbeToT, ce
jaByBaaT M MPOMEHM BO SUAOT Ha rPaAHMOT KoLl U
pebparta LITo ro HamaslyBaaT MPOCTOPOT KOj € Ha
pacrionarambe 3a pacrerbe Ha bennte gpoboBmM 1 3a
Avulerbe. 3aToa, BaXKHO e Aa ce cneam CeKoj Koj ma
HeTCKM noyveTok Ha CMA 3apaam MOXKHa CKOMO3a.

NcKkprByBaHeTO Ha ‘pbeTHMOT cTonb Hajaobpo ce
CNlegy CO PeHTTeH Ha LeamroT ‘pbet Ha noeauHeLoT,
TaKa LUTO MOXKe [a ce U3mepu KpmsmHaTa. Mepkata
KOja ce KopucTu ce HapeKyBa Kob aron. 3a oHve Kou
MOXaT Aa cefiaT MW Aa OAaT, PEHTreHCKaTa C/IMKa
Ce 3eMa BO HajuCnpaBeHa cefeyka Uam CToeuKa
Nno3uLMja KOja MOXKaT Aa ja nocTmrHat. Kaj oHme Kom
He MOXKaT 13 ceaTt, PEHTTEHCKU CHUMKM Tpeba aa
ce 13BeyBaaT NpU IeXKeHe pamHo. He-ceaeukute
1 cepeyrmTte co Kob aron noronem og, 20° Tpeba

[a ce nperneayBaaT Ha CeKoM LIeCT MeceLm ce A0
NPECTaHOK CO PACT HA HUBHUTE KOCKM, OGHOCHO
Kora The ro OCTUrHyBaaT OHa LUTO € NMO3HATO KaKo
ckenetHa 3pesocrt. MNotoa Tpeba Aa ce nposepyBaat
CeKoja roavHa, buaejkm CNMHaNHOTO UCKPUBYBAkbE
MOMe ceyLuTe Aa HanpeayBsa BO 3pe/iocTa.

Boauuy Bo MefyHapoaHuTe cTaHgapau 3a Hera 3a CMA ogn 2017 roguHa



YMNMPABYBAKE CO CKOJ/IUO3A

He-cepeuku nnua

Kako 0bua aa ce cnpeun ckoiMosa u aa UM ce
NoMOrHe Aa ceaat uam aa buaat NocTaBeHn BO
noucnpaBeHa Nnooxba, Ha AeLaTta Kou He ce
ceieukM MOXKe a UM buae og nomoLl M 06MYHO
Ke nm bruae noyaobHO ako HOCaT KOPCET BO TEKOT
Ha aeHoT. Kopcetot Tpeba aa buae n3paboteH no
MepKa 0/, CTpaHa Ha crneuujanunct (optotuyap),
TaKa WTo Ke oy oKony rpboT 1 rpaauTe 1 yaobHo
Ke ce npunojysa.

Cepeukn nuua

Cekoj co ckonmosa Hag 20° moxe aa buae
OnpemeH Co KOPCET, UCTO TaKa HapeyeH TLSO
(Topako-nymb6anHa cakpanHa opto3a) 3a aa
06e36e1 KOPeKTMBHA NoAAPLLKA Kora e BO
ncnpaseHa ceeyka Nonoxkba; Hocejku ro oea
HeMa Aa 3anpe NOHAaTaMOLLEH MOKEH Pa3Bo;j

Ha CMMHANHOTO UCKPMBYBarbe. KopceToT ce
npenopayysa 3a AeLa KoM Ce yLUTe MMaaT MHOrY 33
pacTerbe; ce NpenopayvyBa MeKa Uaun Noay-uspcra
CMMHanHa opTto3a. KopceToT nomara Aa ce Hamanu
6os1KaTa, Aa ce 06e36eam CTabUAHOCT M MOXKe A3 ja
3abaBu nporpecujata Ha UCKPUBYBAHETO.

Moke aa ce oojae 40 TOYKa Kora ce npenopadvysa
onepaumja Ha ‘pbeTHMOT cToNb 3a Aa ce Ucnpasu
‘pbetoT. OBa e 3a Aa ce MOMOTHe BO PpaMHOTEXaTa
npu ceaerbe, Kako U 3a 0BO3MOXKYBaH€E Ha
LLeNOCHO LWnpere Ha bennte apoboBM TaKa LUTO Ke
ro nogobpat anwereto. AKO OBa ce pa3rieaysa,
Tpeba ga ce ma AOBOMHO Bpeme 3a pa3roBopu Co
MYATUANCUMNANHAPEH MEANLIUHCKN TUM OKOY
OMLMUTE U1 LUTO Ce € BKAYYEHO.

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa

MpenopakaTa 3a XMpypLLKa MHTEpPBEHLUW]a e
6a3npaHa Ha ronem 6poj dpakTopwu. LLITo e HajBarkHO,
0Ba € Kora CrvHaHaTa Kpuea Ha Kob aron
Hanpeaysana ao 50° unm noseke v Kora Kpueara ce
3ronemyga 3a 10° M noBeKe cekoja roanHa.

Kora ce pa3roBapa 3a MOXKHOCTA 33 onepaumja,
dbaKTopM Kou Ke 61uaaT NPoLEHETU U
pa3rneaaHu BKAy4vyBaarT:

€ Bo3pacT BO roamHun 1 meceum
(xpoHonoLLKa BO3pacT) 1 Aanu LeNocHO
Ce NopacHaTU KOCKUTE U CKeNETOT
(ckenetHa 3penocr). buaejkm ckeneTHaTa
BO3pPacT U paKTMYKaTa BO3PACT YECTO He
Ce coBnaraart, CKe/leTHaTa 3pe/locT MOoKe
[1a Ce NPOLEHN CO PEHTTEH CHUMKA Ha
KOCKWUTE BO /IEBUOT payeH 3r106.

Konky ce Hamanmna cnocobHocTa 3a
avwerse.

€ [lanv 06/MKOT Ha rpaAHUOT KoLl
e NpoOMeHeT unu pebparta ce
nponaaHaTu.

& [anu KpmBaTta npeaun3sukysa npobnemm
CO CEeKOjAHEBHUTE aKTUBHOCTMU.

& [anu nma noctojaHa 6onka Bo rpboT u

KOJIKOT.

€ [lanv KONKOBUTE U KapauuaTa ce
nocTaBeHM HepaMHOMEPHO, 1 CO Toa
e oTeXXHaTo banaHcupareTo Npu
cepaeme.
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MNocTojaT aBa BMuAa Ha onepauyuja Ha ‘pbeTorT:

CnuHanHaTta ¢ysmja BK/Iy4yBa NCMPaByBaH-e Ha
‘pBeTOoT Co anInKaumja Ha ABE META/IHW LUNHK,

Mo eAHa Ha CeKoja CTpaHa Ha ‘ pbeToT, Ha noseke
npLUIeHN 1 pebpa AoMK CNMHAHaTa KpuBKHA. Toa
€ 3a Z1a Ce Nonpasu KpUBMHATA 1 Aa ce NOAAPXKM
‘pbeToT NpoTUB rpaBuTaLmjaTa. NMoKpaj Toa,
NpLUIEHNTE Ce CNOeHM 3ae1Ho, 3a Aa obe3beaar
[OONONHUTEIHA NOAAPLLKA.

“Growthfriendly” onepauuja Ha ‘p6eTHMOT cTONG
ce NpenopayyBa 3a Aela nomanu og, 10 roamHu Kaj
KOM MMa Ce yLUTe NPeoCTaHaTOo 3HAYUTE/THO pacTeHe
Ha ‘pbeTHMOT cToNb K pebpata. CNMHANAHUTE WNHK
Ce 3aLBPCTeHM CamMo Ha ‘pbeToT unm Ha pebpara,

Ha BPBOT M Ha AHOTO Ha KPMBWHATA, OCTABajKM M
‘pbeTHuTE cermeHTN 1 pebpaTa nomery HeAONPEHH,
3a @ ce OBO3MOXKM KOHTUHYMpPaH pacT. Kora ce
MOCTaBYBaaT LUMHWTE CMMHAHATA KPMBUHA Ce
McrnpaBa KOJIKY LUTO € MOYKHO MOBeKe, a NoToa

CEeKoM ABa [0 LWECT Meceuy LUMHUTE LUTO Fo
noaAapKysaat ‘pbeToT nocTeneHo ce NPOAO/KYBAAT.
OBaa nocTanka 0BO3MOXKyBa KOHTUHYMPaH pacT

Ha ‘pbeTHMOT cToN6. HoBM TEXHONOMMK CTaHyBaaT
Jocrtannm 3a “growthfriendly” onepaupjata

Ha ‘pbeTHMOT cToNG, Ha NpUMepP, AOCTanHU ce
MArHeTHO KOHTPO/IMPAHU PACTEYKM LUMMKK , CO LUTO
ce OBO3MOXKyBa NpogonKyBare 6e3 notpeba oz,
noBeKeKpaTHU onepaumn.

MNpep, cekoja onepaumja, MynTUANCUNNANHAPHUOT
MeaMLMHCKM TUM Tpeba Aa cnposeae LenocHa
eBa/lyalMja Ha 34paBjeTo M cocTojbaTta Ha
nauyeHToT. Toa v BKAY4YyBa CUTE TEXKMHCKU UK
OMETETCKN Npeayr3BUILLM, 34PaBjeTo Ha KOCKUTE

1 cnocobHOCTA 3a AMLLEHE, KAKO U CeKoja
notpeba 3a NnogApLUKa HA AULWEHETO 33 BPpEME Ha
onepauujata. Kora e goHeceHa og/yKaTta, TUMOT
Tpeba Aa ma TemenHa AMCKyCuja 3a pusnumTe u
npuaobuskuTte oa noctankata. MegnumMHCKMOT
TUM KOj Ke buae BKAy4YeH Tpeba Aa Mma nniaH 3a 1oa
KaKo Ke ce cnpoBeae AVLLEHETO MO onepaumjaTa.

Boauny Bo MefyHapogHuTe cTaHAapau 3a Hera 3a CMA og 2017 roavHa

MNpenopayaHa Bo3pacT 3a ‘pbeTHun
WHTEpPBEHLMUM:

MNMpenopaknute Ha SoC 3a
MeaUUMHCKUTE TUMOBM Bapupaart BO
3aBWCHOCT 0, BO3pacTa 1 ce c/iegHuTe:

e [loa 4 roagnHKN: reHepasiHo,
ornepaumujaTta Ha ‘pbeTHNOT cTonb
Tpeba fa ce o4N0XKM 40 Hag,
YeTUpPUroaMLLHA BO3PACT.

Bo3pacrt oa 4 o 10 roguHu: neuata
Ce CKeNeTHO He3penu, NpenopaYimBo

e aa ce npumenn “growthfriendly”

onepauuja Ha pbeTor.

Bospact 10-12 roguHu: Ha oBaa
BO3pacT AeuaTta NPeMUHyBaaT BO
CKeNleTHa 3penocT. AKo e noTpebHa
XMPYPLUKA MHTEPBEHLMjA, TUMOT Ke
3aBUCK Of, CKENETHATA 3PE/IoCT Ha
OETEeTO M yLTe KO/KY Ce O4eKyBa 4a
pacte HeroBuorT ‘pber.

Bo3pact Hapg, 12 roauHu: Kora
AeLuarta ce CKeneTHo 3penu.

AKo e noTpebHa xmpypLuKa
WHTEpPBEHLMja, Ce Npenopayvysa
XUPYPLUKA CNMHaNHa py3mMja Kako
WHTepBeHUM]ja Ha ‘pbeToT.

EkcnepTuTe COBETYBAAT AEKa CEKOoja AaHa
onepaupmja Ha ‘pbeTHMoT cTonb Tpeba aAa
ocTaBu Hedy3mpaH NPOCTOp BO CpeanHaTa Ha
[AONHWOT Aen Ha rpboT (cpeaHo-nymbaneH),
3a [a Ce 0BO3MOXKM aAMMHUCTPALMjA Ha
Tepanuu, KaKo LWTo ce Spinraza®, kow ce
WHjeKTUPaaT NPeKy Urna ANPEKTHO BO
'p6EeTHMOT KaHan (MHTpaTeKanHo) BUAU
(Fhasa 11, AoMUHUCTPaLMja Ha HOBU
TpeTmaHu 3a CMA).




HoBu TexHONOrnMM CTaHyBaaT AOCTANHU 3a

»growthfriendly” nHrepsenunmn Ha ‘pbeToT, Ha npumep,

MOXKe Aa 6bmuaaT 4OCTanHM MarHETHO KOHTPOIMPaHU

pacTteydykn WnnKn, Ko oBO3MOXKYyBaaT Npoao/iKyBakbe

6e3 noTpeba og noBeKkeKpaTHU onepaLum.

1

BaunjaHue BP3 KONKoBUTE

BoobuyaeHo e He-ceaeuKknTe U ceeykmTe
nauMeHTV fa MmaaT HecTabuaHN KONKOBY,
WTO MOXe [a ce 04pa3n Ha eaeH Win AsaTa
KOJIKOBM. AKO HEKO] MOXKe @ 3acTaHe, A3
n3Bele aCUCTUPaHM TpaHchepu n/mav aa oam,
a HecTabuaHOCTa Ha KOAKOT ro nonpeyysa BO
0BWE aKTUBHOCTU UNU NPean3BMKyBa HOKa,
ce npenopadysa XMpypLIKa PEKOHCTPYKLUM]a

Ha KO/MIKOT 3a CTabunmsmpare Ha AUCNoUMpPaH
WAV AeNYMHO AUCAOUMPAH KOMK. XMPYPLUKOTO
CcTabunnsmnparse MCTO Taka ce NpenopaydyBsa Kaj
OHMeE KoM He Ce ABMXKaT, aKO MMaaT NoCTOjaHa
D60onKa MU HMBHATA OrpaHnM4YeHa MOBUAHOCT Ha
KONKOBMTE o NPaBu TELIKO YNpaByBarE€TO CO

%

2

s
-

CNTE aKTUBHOCTU KaKO WTO Ce jap,eH:e, ofere BO

TOa/EeT, O6J'I€KyBal-be nnn ceaere.

Boauuy Bo MefyHapogHuTe cTaHgapau 3a Hera 3a CMA og 2017 roguHa

1
N EERE

BaunjaHue Bp3 3rnobosute

3aTerHyBarb€e Ha 3r1060BUTe (KOHTPAKTypH) e
yecT Nnpobsiem LWITO MoKe Aa goseae Ao 6o/kKa
N TELLKOTUM Npu aBuKerse. Ce npenopavysaat
¢du13noTepanmjata n opTo3nTe, 32 A3 NOMOTHaT
BO yMNpaByBaHETO CO OBaa cocTojba (Buam
Mnasa 3, dusmoTepanuja u pexabuautauuja).
XupypLluKaTa nHTepseHunja Tpeba aa ce
pasrnenyBa CaMo KOra KOHTPaKTypuTe
npeausBuKyBaaT 601Ka UK ja orpaHuYyBaaT
cnocobHocTa 3a ABMXKeHe 1 ynoTpeba Ha
3rnobor.
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BaujaHue Bp3 KocKute

He-ceaeuyknTe 1 ceieukmTe NALMEHTU CE U3I0MKEHW HA NOrosem pUsnk og, GpakTypa Ha KOCKUTe,
nopaam oCTeonoposa of, He-CToere (M34pKyBatbe Ha CBOja TEKMHA) U HE-KOPUCTEHE Ha KOCKUTE
N MycKynuTe. BaxkHo e aa ce 6uae curypeH geka geuata v BospacHute co CMA nmaaT f0BOHO
AmeTaneH Kanaunym m sButamuH A3 (suam Masa 5, MicxpaHa, pacT 1 34paBsje Ha KocKuTe).

AKO HeKoja KoCKa e ckpleHa, SoC rn coBeTyBa MeAULMHCKUTE TUMOBM:

3a ceaeuKkun U He-ceaeukun 3a opgaum

N36erHyBajTe KOpUCTEHE Ha TUNC, KOj PasmucnyBajte 3a onepaupmja, ako
ro OrpaHu4YyBa ABUMKEHETO NOL0NATO HeKoj BOO6MYaeHO MOXKe ga oau U ja
04 YeTUpU Heaenu. CKPLUMA KOCKaTa Ha HoraTa.

M3berHyBajTe XMpypruja cekoralu Kora Pasmuncnerte 3a xmpyprumja Koja

€ MOXXHO, a3 MOXXebu HamecTo Toa KOPMCTU LUUMNKKN UM NNOYKM, aKO
KOPUCTETE KaCTUHT. HeKoj BOObMYaeHOo He MoKe Aa
04M, a FO CKPLUNA KO/IKOT. Toa MoXKe
[ia ro 3abp3a 3a34paByBatbeTO HA
CKpLlIeHMLaTa U AaBa Hajronemm
LAHCK 33 OAPXKYBatbe HA ABUKEHETO
Ha UCTKOT.

KAMHWYKK npernea Ha
‘pbeToT

PeHTreH cHMmKa

Ha ‘pbet
I |
AKo Ko aroor e Ako Kob aronot eo Ako Kob aronot le norosem oz, 50.°
noman og 15-20° noronem og, 15-20 ce AMCKyTUpa 3a ‘pbeTHa xmpypruja
KOpceT 1 ce cneam CO MYATUANCUNANHAPEH TUM
I
3a geua Kowu ce 3a OHMe KoM ce
Cnuka 2. CKeJIeTHO He3penu, CKeJleTHO 3penu,
pasmucnere 3a pasmucnete 3a
KAMHWYKKMOT naT Ha cnegere WTO AOKTOPOT growth friendly ¢y3v|ja
Ke ro npeasioXku Kora Ke ce nocomHeBsa (pacTeuka)
[eKa IMLETO MMa UCKPUBYBakse Ha ‘pbetoT onepauymja
(cnuka apantupaHa og E Mercuri et al. 2018,
cn.109)
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Cekoe gete co CMA Tpeba ga
buae pesoBHO KOHTPO/IMPAHO 33
CBOjOT pPacT, TEXKMHA U UCXPaAHA
oA, CTpaHa Ha gueTeTnyap, co
Len 3a NOCTUrHyBame COOABETHA
TeXWMHa, UCXPaHa M BHEC Ha

TEYHOCTN.

TMABA 5

MCXPAHA, PACT U
30PABJE HA KOCKUTE

JNnue co CMA Tpeba aa buae peaoBHO KOHTPOAMPAHO
32 CBOjOT PaCT, TEXKMHA U UCXPaHa Of, CTPaHA Ha
AVETETUYAP, CO LIE NOCTUrHYBAHE HA COOABETHA
ncxpaHata kaj CMA ce: TeXMHa, UCXpaHa M BHEC Ha Te4HOCTU. Hema
cneupnduyHM Tabenm 3a pacT Kaj geua co CMA,

HO AMETETUHAPOT MOXKE Aa Ce KOOPAMHMPA CO

[NaBHUTE NpobAEMU NMOBP3AHU CO

TewKoTnuun co rontTambe

YnpasyBarbe o TeXMHaTa CTaHAapaHWTe Tabenu 3a pact Ha CeeTcKaTa
3apaBcTBeHa opraHusaumja (C30). Ce npenopadyysa

[BuKerbe Ha xpaHaTa H13 MEepPEHE Ha TEXKMHA 1 BUCMHA 33 BpeMe Ha BOMHUYKM

OUFreCTUBHMOT CUCTEM NMoCceT! M NOTOa Ce NPeCcMeTyBa MHAEKCOT Ha TeNlecHa

maca (ang. Body Mass Index, BMI). BMI e mepka

KOja ja KOpUCTU BUCUHATA M TEXKMHATA, 3a Aa ce
npecmeTa Ja/M TeXMHaTa Ha IMLETO e BO HU3O0K,
34paB nav BUCokK oncer. Jinue co CMA koe nma BMI
Hag, 25-0T npoLeHT, Tpeba Aa ce eBanympa 3a MOXKHa
NPeKyMepHa TEXKUHA /WM BULLIOK Ha MAaCHOTUM.
Komnosuupjata Ha TenoTo, UCTO Taka, Tpeba aa ce
MepU 3a Aa ce ocurypa ZeKa Nponopupjata Ha KOCKuTe,
MaCTUTE 1 MYCKY/IUTE NPUCYTHM BO TENOTO e 34paBa.

CeKoj e pas3/IyeH, HO BaXKHW racTPOMHTECTUHANIHA
cumntomu (T1) Kom meanumMHCKUTE TUMOBMU Ke

v cnefaT v ekyBaarT ce: pedyKc, oTexkHaTo/
MPOIOHIMPAHO MPa3HEHE Ha XKEeNYAHWNKOT,
noBpakare 1 KoHcTunauuja. Jlyreto co CMA, ucrto
TaKa, MOMaT Ja MMaaT Npobiemm co HMBHaTa
CNOCOBHOCT 3a pa3/ioKyBake Ha XpPaHaTa, 3a A4a
npounsBeaat eHepruja (HUBHMOT MeTabonunsam).
OBa MOrKe [a pe3ynTmpa Co Toa LUTO KPBTa CTaHyBa
roBeKe K1cena - HapeyeHa ,meTabonHa aupaosa”
UAn KeToaumpo3a. Tue, CTO Taka, MOXKe 4a UMaaT
BMCOK W/IN HU3OK LLIEKEP BO KPBTa 1 Npobaemm co
pa3NoXKyBaHe Ha MacCHOTUMTE.
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BakHO e ga ce noceTn gueTteTmyap,
3a [la ce COBeTYyBa 3a COOABETHA
NHANBUAYANN3UPAHA UCXPaHa.

HE-CEAEYKU

HajBa)kHaTa NpoLEeHKa 32 HOBOPOAEHYETO € KOJKY
[06po MmoKe ga nporonTa. TelKoTUMTe CO OBa

ce NO3HaTK Kako aucdaruja, Koja HOCU PU3NK Of,
BAMLLYBAHE HA XpaHa MM TEYHOCT (acnupavuja),
LUTO MOKe Aia Npean3BuKa MHPeKLMja Ha bennte
Apobosu. KpaTko no aujarHosarta, aeuata Tpeba aa
MMAaT TeCT 3a roNTake (MCNUTYBaH:E Ha ro/ITakbeTo
co Buaeo dnyopockonuja). AKo TECTOT MOKarKyBa
[AeKa MMa nNpobiemu co ronTarbeTo, NocTojaT ABa
NPUBPEMEHMN HA4YMHWN Ha 06e36eayBatbe Ha XpaHa
NpeKy HocoT: HasoractpuyHa (HIN) coHaa, Koja
noToa BAIerysa BO CTOMAKOT, UM Ha3ojejyHanHa
coHAa (HJ) Koja nomnHyBa H13 TEHKOTO LpeBO.
MNMoponropoyHa onuumja Koja ce npenopayysa e
ractpocromHa coHga wav MNEr eHpgockonuja, WTo
NpeTCcTaByBa LEBKa (COHAA) KOja XMPYPLLKK ce
CTaBa HW3 KOXKaTa BO CTOMAKOT. Hekon ekcnepTu
npenopavyBaaT A0NOHUTE/THA XMPYPLLKA
npoLieaypa 3a Hamanysarbe Ha pedayKcoT. dpyr
npobnem morke ga buae ako MycKyauTe Ha
BMAMLATA NOYHYBAAT Aa Ce BKOYaHYBaaT, LUTO MOXKe
[a ro OTEXKHE LIBAaKaHbETO U NPOroaTyBaHeTO. AKO
OeTe UM BO3PaCeH ce COOYYBaaT CO TEeLLKOTUU

oA, 6uno Komn rope cnomeHaTu, Be Moanme
pa3roBapajTe co MegULMHCKMOT TUM 3a COBET.

Bo npunor Ha cnabute MycKyin 3a ronTake 1
aucdaruja, Kon npuaoHecyBaaT 3a ¢1ab BHeC Ha
Kanopun, He-ceaeukuTe NaLmMeHT! Kopuctat MHOry
eHepruja, 3a Aa AWLWAT 1 Aa ce 6opaTt NpoTus

nHbEKUMM Ha rpagmTe. OBa 3HAUM AeKa THe ce
W3/10}KEHM Ha PU3MK OZ, HEAOBO/IHA UCXPAHETOCT
M MOXKe 42 MMaaT NOTeLIKOTUM Npu fobunsarse
Ha TeXKMHA. MHOry BUAOBM Ha ANETU CE MOMKHM

N CeKoe INLLe UMa MHAMBUAYANHM NOTPebu,
o06e3beayBajku M COOABETHWN TEYHOCTU. HKMBUTE
b6aKkTepun 1 kBacum (npobuoTtnum) ce ocobeHo
KOPWCHM 33 AUrEeCTUBHUOT cucTem. He-ceieukute
NaLMeHTM UCTO TaKa, MOXKe i@ MMaaT notpeba og,
NIEKOBM, KOWM K& MM NOMOTHAT CO KOHCTUNauujaTa
M HMBHATA HaMa/ieHa CrocobHOCT Aa ' UcnpasHaT
LpeBaTa, CTOMaKOT, b1Aejk1 XxpaHaTa MoxKe ga ce
[ABUXKM NOBABHO HWU3 AUrEeCTUBHUOT CUCTEM.

Bo cnyyaj Ha 6bonect, BaxHO e fia ce KOHCynTMpaTe
CO MEOMLMHCKMOT TUM BO BPCKa CO HeraTa u
cnepereto, buaejru e BaXKHO aa ce aanat
HaBpeme J0NONHUTE/IHU TEYHOCTM 1 Aa ce
MOHMUTOpPKMpPAaT conute Bo KpsTa. Kaj CMA
npepaboTkaTa Ha MacHOTMUTE BOOBMYaEeHO
MOXKe fa buae noTellKa 1 NOHEKOrall MoXe A3
JoBefe 40 NPeKyMepHO TaoXKeHe Ha

W Apyrv Hycnpouseoau. 3a Aa ce nsberHe oBa,

ce npenopayyBa AMeTa CO LWeKepU 1 NPOTENHM,
3a Aa ce orpaHnym npepaboTKaTa Ha macTuTe 3a
co3gaBarbe Ha eHeprija. Toa e 0cobeHo BaXKHO 3a
Bpeme Ha bonect u ce npenopayysa UCXpaHaTa
CO LWeKepun 1 NPOTENHN Aa ce Aae BO POK Of,
LLeCT Yaca OTKaKo Ke 3ano4vHe bonecta u ga ce
npogomku. Noctot Tpeba aa ce nsberHysa.
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CeaeyknTe NaUMEHTM YECTO MMAaAT NOTELLKOTUM

CO LIBAaKaHETO M MOMKE Aa ce ymopaT

Kora jaaat. BaxkHo e The aa noceTysaat
AMeTeTMYap 3a COBETYBaHbE OKOJY COOABETHA
MHAVBUAYaNM3UpPaHa ncxpaHa. Cepevukumre
NauMeHTH, Kou ce aela, Tpeba Ja MmaaT NPOLEHKa
Ha HUBHWOT HYTPUTMBEH CTaTyC Ha CEKOM Tpu A0
LLEeCT Meceum No HMBHATa AMjarHo3a, a NoToa
e/lHaLl roAMLLIHO.

AKO MMaaT enu3oam Ha 3aryLuyBars-e Uan
3aKall/lyBakbe Kora Ce XpaHaT UK jaaar,
cefeykuTe naumeHTn Tpeba aa Hanpaeat TecT 3a
rontambe (

). HuBHaTa ncxpaHa, cnocobHocTa 3a
LIBaKaHb€e M roNTakbe UCTO Taka Tpeba ga buaat
pasrneaaHuy o4 roBOPHU M jasuyHM TepanesTy,
KoM Ke npenopayaaT Kako Tpeba Aa ce noaroTsu
XpaHaTa BO CMMC/1a Ha KOH3UCTEHTHOCT (Ha
NpUMeEp, UCYUCTEHM NI NOAY-LBPCTU U NOTFYCTU
TEYHOCTU KaKo LUTO Ce LiejkoBuTe). [OBOPHMOT
W ja3nyeH TepanesT, UCTO TaKa, Ke CoBEeTYBa 3a
MmoanduLMparbe Ha XpaHeHETO (AaBarbe XpaHa)
[JOKOJIKY e NoTpebHo.

AKO NoeaMHeLOT MOKaXKyBa 3HaLM [ieKa He
pacte nobpo, Tpeba aAa ce pasmmcan 3a COHAA 3a
XpaHerbe, 3a Toj Aa ja Aobue AonoNHUTEeNHATa
MCXPaHa LUTO My e NoTpebHa. AKO ce yLUTe MoXKe
[Aa ronita 6e3beHo, Toj UCTO TaKa Tpeba aa buae
OXpabpyBaH Aa KOH3yMMpa XpaHa 1 NPeKy ycTa.

buaejkn HMBHaTa CNOCOBHOCT 33 ABUMKEHE €
HaMa/ieHa M HUBHATa CTPYKTYpa Ha TeNoTo e

M3MEHeTa, CeleUKMNTE NaLMeHTU Ce U3/I0XKEHU Ha
PU3WK Aa CTEKHAT NPeKyMepHa TeXnHa. AKo The
MOKayKyBaaT 3HaLM Ha OBa, Ce NpenopayvyBaaTt
KPBHM aHa/IM3K 3a NPOBEPKa KaKo rv npouecupaar
LwekepuTe (MeTabonmnsam Ha MKo3a).

AKO KOHCTUNaUMjaTa e pefoBeH npobsem,

Tpeba aa ce 3ronemm BHeCyBaH€eTO Ha

TEYHOCTU M BNaKHa 1 Tpeba aa ce pasroBapa

CO MeANUMHCKNOT TUM 33 COBET. JIeKOBM KO
nomaraaT BO Npa3Herbe Ha AebenoTo Lpeso, UCTo
TaKa, MorKe A3 b1aaT KOPUCHM.

Bo cniyyaj Ha bonecT, BaxKHO e Aa ce KOHCynTupaTe
CO MeAMLMHCKMOT TMM BO BPCKa CO Herata U
cnepereTo, bruaejkm e BarKHO Ha NOYETOK Aa ce
0a4aT A0oNO/IHUTE/IHM TEYHOCTU U Aa ce cneaaT
conuTte Bo KpBTa. Kaj CMA npepaboTKaTa Ha
MaCHOTMUTE BOOOMYaEHO MOXKe Aa buae notellka
M NOHEKOrall MOe [a AoBeae A0 NPEKYMEPHO
TanoXere Ha W ApYyrn HyCNpou3BoaM.
3a aa ce n3berHe T0a, ce Npenopayysa AMeTa
CO LWeKepU 1 NPOTENHM, 3a a Ce OrpaHMumn
npepaboTKkaTa Ha MacTMTe 3a CO34aBarbe Ha
eHepruja. OBa e 0co6eHO BaXKHO 3a BpeMe Ha
6onecT 1 ce npenopavysa UcxpaHa boraTta co
LIeKkepu 1 NPOTEMHM Aa ce Aaje BO POK 0f,
LLeCT Yaca, OTKAKO Ke 3ano4yHe bonecTta u ga ce
npogoku. Moctot Tpeba Aa ce nsberHysa.



OLEYKMU

Kaj ofeuykunTe naumeHTH PeTKo ce jaByBaaT
Npob61IeMU CO rONTaHETO U XPaHeHEeTo. The
Tpeba Aa noceTaT gueTeTMYap, ako UMaat
npobaemu co TexkMHaTa, 0cO6eHO 3rofiemyBare
Ha Te/lecHaTa TeXXnHa u aebennHa, buaejku

TOQ MOe Aa NpuAoHece 3a HaMmasieHa
MOBUIHOCT M 3rofieMyBarbe Ha PU3MKOT 0Z,
APYrv 34paBCTBEHN NPO6AEMM, KaKO LUTO ce
BMCOK KpBEH NPUTUCOK U aujabetec. AKo HeKoe
JIMLE MOKaKe 3HaLM Ha nperonema TenecHa
TEXKMHA, Ce Npenopayysa Aa ce HanpasaT KPBHU
TECTOBM 3a Aa ce NPOBEPU Kako ce obpaboTtysBaaT
weKkepute (MeTabonnsam Ha rMKo3a).

3APABJE HA KOCKWUTE KAJ
CUTE CO CMA

Jlnue co CMA e 1310XKeHO Ha pU3KK o4,

foaUWHKM CKeHupawa nnu

MCTEHYYBaHE Ha KOCKUTE (ocTeoneHuja) ce

7 d)paKTpr. Ce npenopavysaaT roamLLHN npenopayysaar 3a c/eaere

CKEHUPaHa NN UCNUTyBakba Ha MUHEpPa/iIHaTa
Ha KOCKeHaTa ryCtTuHa

NyCTUHa Ha KOCKuTe 3a cnhefeHe Ha KOCKeHaTa

ryctmHa. HWBoTo Ha BUTaMuH [l BO KpBTa, UCTO

TaKa, Tpeba fda ce cneam egHaL roguLWHO U

A OKOJ/IKY HUBOTO € HUCKO WUJIN aKO HEKOj UMa

octeoneHuja Tpeba Aa ce 3emaaT 4o4aTOLM.

McTo TaKa MmoXKe Aa ce npenopaya AoAaToK Ha
Kanumym. AKO HEKOj MMa YeCTU CKPLUEHULM,
MOXe Aa ce gaaaT fekosu (buchochoHatn), 3a
A3 ja 3rofiemaT KOCKeHaTa rycTmHa.
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INMABA 6

AVNWEHWE (PECMMPATOPHA U
NYTMOHAJNHA TPUXA)

MyckynHaTa cnaboct npeaussukaHa og CMA, moske fia BivMjae Ha MyCKYUTeE 3a AULeHe

(pecnupatopHu myckynun). Mpobaemnte co AULLIEHETO MOXKeE Aa buaaT BoobuyaeHu 3a

He-ceAeuKkn U cefeykn, HO TUE ce PETKU Kaj ogeukuTe naumeHTn. Cenak, ce npenopavysa
cekoe nuue co CMA aa aobvBa roguiuHa BakUMHa NpoTUB MHPAYeHUa (rpun) u

NHEBMHOKOKHaA BaKLUWHa. Cute APYyrn PYTUHCKU BaKLLMHU Tpe6a Aa Cce AaaaT Kako U Kaj

CTaHAapAHUTE 34PpaBCTBEHU Npenopakn, oCBeH aKO TMMOT 3a 34PaBCTBEHA 3alUTUTA He

coBeTyBa NMNOUNHaARY.

nOCTOjaT Pa3INYHN HAYNHWN O3 CE NOMOrHe npn cnpasyBame CO I'Ip06l'|eMMTe co

AnwerheTo, KoM Bapupaat BO 3aBUCHOCT 04 BUAOT Ha CMA.

HE-CEAEYKU

PecnupaTtopHuTe npobnemu ce Bogeuka
NPUYMHA 33 CEPUO3HU 34PaBCTBEHMU
npobnemu Kaj oHMe NaumMeHTN co paHa
nojasa Ha CMA. ThasHuTe npobnemu ce:

e [lopagu cnaba Kawamua, moxe aa e
HEBO3MOXHO YNCTEHE Ha CEKPEeTOoT
os benute apoboBsu, WTO MOXKe aa
nosene oo 6enoapobHu nHbekumnu.

e (CnabocTa Ha MyCKy/IMTE MOXKe Aa
3HAYM AeKa HEeKOj He MOXKe Aa 3eme
[OBO/IHO ro/IeM 34MB 33 pa3meHa
Ha jarnepos ANOKCUA, CO KUCN0pos,
(xMnoBeHTMNALM]a), LUITO MOXKE
A3 Npean3BUKa HUCKO HUBO Ha
KMCNOPOL BO KPBTA (Aecatypauumja).
XunoseHTUNALMjaTa U HACKOTO HUBO Ha
KMCNOPOA NPBO Ce NojaByBa 3a Bpeme
Ha CMMEeHETO, KOra MyCKyuTe 3a
OMLLEHE CE HAjoMNyLITEHM U NOCTENEHO
TEWKOTKjaTa 3a pa3ameHa Ha jarnepog,
ANOKCKUA, CO KUCN0POA, Ce MojaByBa U
Kora simueTo e bygHo.

buaejkm npobnemute co anwereTo ce
BOOOMYAEHM M CO NOrosieMa BEPOjaTHOCT
Aa bnaat Tewku, cnefeHeTo Ha ANLLEHETO
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Tpeba Aa 3anoyHe WTo NOpaHo 1 A4a

ce 04BWBa PeaoBHO, yPU N aKOo HemMa
cumnTomu (oBa ce HapeKyBa ,,NMPOaKTUBEH"
TpeTmaH). /lekap, neanjaTtap-nyamosnor,
Tpeba Aa ce BKAYUYM KONKY LITO € MOMKHO
nobp30 Mo noctaByBarb€ Ha AWjarHosaTa.

Cute goeHunra co CMA, Kom He morKaT aa
cepat Tpeba KAMHUYKK Aa ce npernenyBaaT
HajMasIKy eiHaL Ha CEKOU TPU MeceuMm,
npu wTo Tpeba Aa Mmaat GpM3nKaneH
npernes,. AKo He guwaT epeKTUBHO
(xvnoBeHTMNALM]ja), MOKe Aa ce 3a[p*KyBa
jarnepopa AMOKCMAOT. 3aT0a e BaXKHO Aa

ce NpoBepyBaaT HMBOATA Ha jarnepoaeH
ANOKCUA, Ha KPajoT o4, U34ULIYBaHETO.
Tve ucrto Taka, Tpeba ga MmaaT pefoBHMU
CTYAMM BO COH, 33 @ MOKe A3 Ce NpoBepwm
HUBHOTO AMLIEeHE BO TEKOT HA HOKTa 3a
XUMOBEHTUIALM]A U HUCKA caTypaLnja

co Kucnopog,. OBue TeCTOBM Ke NOMOrHaT
BO 04/1y4yBaHeTO OKO/ly TOa Aann Aa

Ce 3anoYHe CO KOPUCTEHE Ha MALINHA

LUITO NOMara npu guwerse (HemHBasnBHa
seHTUNaumja nam NIV) 3a Bpeme Ha
cnunereTo.
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Cnepeme:

HacTuHKUTE MoXKe Aa aoseaat Ao MHdeKumm
Ha 6ennTe ApoboBM Kom ce BoObMYaeHU U
Ce B/IOLIYBaaT Kora HEKOj He MOXKe A0BO/THO
@ UcKawna cekpet. PusnoTtepanuja Ha
rpagute BO KOMOUHaLMja CO MaLLUMHU KOU

ro O/1eCHYBaaT KallakeTo (Ha npumep:
Cough Assist®, Vital Cough®) Tpeba aa buaat
OOCTanHW 3a CUTE He-CeaeuKM NaLuUeHTH.
CeKoj KOj UMa HeedeKTMBHa Kalu/mua

W roNiTakbe, UCTO TaKa, Tpeba aa buae
obe3besieH CO MallMHA 33 BLUMYKYyBahe
(cyKkumja) Ha opanHuTe cekpeTtu. Ha
poauTenuTe n HeryBatenute Tpeba ga um ce
Aane obyka M noaapLuKa, 3a 4a MOXKaT Aa rm
cnepaT MeguUUMHCKUTE COBETU M edpUKacHO Aa
I KOpUCTaT MaLUMHUTE.

HeuHBa3usHaTa BeHTUNaumja (NIV) e
npenopayavea 3a NofobpyBatbe Ha HUCKUTE
HMBOA Ha caTypaL1ja M BUCOKMTE HMBOA Ha
jarnepopg, AMOKCKA 33 BpeMe Ha Crnnere
(xmnoseHTMnaumja). NIV UCTO TaKa e HapeyeH
,»ABOHACOYEH NO3MUTUBEH BO3AYLLEH NPUTUCOK"
(BiPAP) Koj ce ncnopayysa co MallKHa, Koja
[aBa Be HMBOA Ha BO3AyLLEH MPUTUCOK NPEKY
MHAMBMAYANHO NOCTaBEHA MacKa Ha HOCOT UK
HOCOT W ycTaTa. lNoronem NPUTUCOK ce AaBa
npv BAMLYBatkbE, 33 Aa Ce Aaje NOoroem 3ams
OTKOJIKY LUTO INLETO MOXKE CAMOCTOjHO A3
roBneye 3a Bpeme Ha cnueme. MNpUTUCOKOT Ha
MaLUWHaTa, NoToa Nnara Ha MOHW30K NPUTUCOK
poaeka nsamwysa. NIV e amM3ajHmpaH ga ce
CMHXPOHM3MPA CO HOPMATHOTO AULLEHE.
MapameTpuTte Tpeba Aa buaat noctaBeHw, 3a
[a ce Jaae A0BO/HO rofiem 34yB, TaKa LWTO
Kncnopopg Hema aa buae notpebeH.

[pyrv nogapLIKM 32 AULLEHE, KAaKO LITO
e ,,KOHTMHYMPAH MNO3UTMBEH MPUTUCOK
Ha AguMWwHUTe natuwTa“ (CPAP), He ce
npenopayvysa buaejku He ja oniecHyBa
pa3MeHaTa Ha jarniepos, ANOKCUa, co
KWUCNOPOA, CO PETKU UCKAYHOLM.

Mo TemeniHa AMCKyCHja Ha NeKapuTe 1
CemejCcTBOTO, MHBa3MBHaTa BEHTUIALMja €

oruMja Ha Koja MOXKe Za Ce CMETa 3a OHMe
3a Kon NIV He num nomara. OBa e XMpypLLKa
MHTEepBEHLMja CO Koja ce co34aBa OTBOP Ha
TpaxeaTa, KOj OBO3MOXKYBa ANLLEHE NPEKY
LileBKa HapeyeHa TpaxeoCcToMasiHa LieBKa,
HaMmecCTo nNpeKy Hoc 1 ycTa. OBa e reHepasHoO
[onropo4vHo. OnuuuTe 3a NoaApLIKA Ha
AnwereTo Tpeba Aa ce AMCKYTUPaaT co
MEeANUMHCKMOT TUM BO BPEME KOra /IMLETO €
3apaBo. Cekoja oa/yKa Tpeba aa ce pokycmpa
Ha OHa LUTO e Hajaobpo 3a amueto co CMA.

JlekoBuTe Kom ce ynoTpebyBaaT 3a 0TBOpaH-e
Ha gUWHMWTE NaTuwTa (Hebynmusmnpanm
6poHxopunartatopm) Tpeba aa buaat
[OO0CTanHM ako NOCTOM BUCOK COMHEK 33 acTMa
WM aKo e 3abenerkaHo jacHo nogobpysarbe
Ha AMLLEHETO OTKaKo Ke ce aaaart. Jlekosute
3a HamaslyBatbe Ha CeKpeLMja Ha NIyHKa (Kako
wro e glycopirrolate) Tpeba BHMMaTENHO Aa

Ce KOpUCTaT 1 CO MeANLMHCKM HaA30p, HO
[03aTa Aa ce MeHyBa no notpeba. Toa e 3a

Aa ce nsberHe MOXKHOCTa 0f, NPEKyMepHO
3ryCHYBaH€ Ha CEKPETUTE, LUTO rO OTEXKHYBA
HWBHOTO OTCTPaHyBabe. He ce npenopayysa
[OONropoYHA ceKojaHeBHa ynotpeba Ha Nekosu
3a pa3BoAHyBabe Ha cekpetoT (Pulmozyme®
WU XMNEPTOHMYEH COMEH PacTBOp).
KopucTerbeto Ha aHTMOMOTMLM 3a Bpeme Ha
6onecra Tpeba Aa e Ha MHAMBUAYAIHA OCHOBA,
BO KOHCyNTaLMja CO MEAULIMHCKMOT TUM.

MoKpaj rogmMwHaTa BakLMHA NPOTUB rpun,
NMHEBMOKOKHaTa BaKLUMHALMja M OCTaHaTU
npenopaYaHn PyTUHCKN BaKLMHM, ce
npenopayvysa A0eHYMHbaTa Ha BO3PACT A0 2
roavHuM Aa ce BakumHmpaar co Palivizumab, Koj
AenyBa NpoTUB YEeCTUOT PeCNMPaTOpPeEH BUPYC
- (RSV) koj morke aa npeaunsBmKa Nnpobnemm
co anwerseto. Kako wro belle ANCKYTUPAHO
B0 naBea 5, ,icxpaHa, pacT 1 3apasje Ha
KOCKMTE", MOXKe Aa MMa Apyrv GaKkTopu Kom
v 3ronemyBaat npobaemuTe co ANLLIEHETO U
Tpeba UCTO TaKa Aa ce TPETUPAAT, KaKo LUTO e
pednyKcor.
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CEOEYKMU

MpobnemuTe CO ANLIEHETO CE MOMAJIKY YECTM Kaj
cefleyknTe naumeHTU, Ho Cenak ce npenopayvysa
The Aa umaat GU3nKaneH nperneq Hajmanky
eflHall Ha CeKow WecT meceuun. Ha Toj npernea,
[OKOJIKY ce cnocobHu, Tpeba Aa nmaat Tect

3a Auwweme (cnMpomerpuja) 3a Mepere Ha
ronemuHara Ha benute ApoboBu U cunata Ha
MYCKyAuTe 3a guierse. Kaj cute Ko umaat

6110 KaKBU CMMMTOMM UM MOCTOU COMHEBaHE
3a ,HeJ0BO/IHO Aullere”, Tpeba aa ce n3seae
CTyAmja Bo CoH (nonncomHorpadumja), 3a nposBepKa
Ha AMLIEeHETO 3a BpeMe Ha crnuemre. Npumepu Ha

cMMNTOMM ce: cnab KBanuTeT Ha COH, YTPUHCKH

rnaBoboNKM 1 AHEBHA NOCMAHOCT.
Cnepemwe:

AKo cegayoTt uma cnaba Kawnuua, Tpeba
Aa My ce cnposeae ¢pusmoTepanuja Ha
rpagute. Ha pogutenute 1 HeryBaTenuTe
Tpeba ga M 6UAaT NOKaXKaHU TEXHUKU U
Aa um ce obesbean mallmMHa 3a nomoLl
BO MCKalLnyBakeTo (Ha npumep, Cough
Assist®, Vital Cough®), co gemoHcTpauumja
M jaCHW MHCTPYKLMM 33 TOa KaKo M Kora ga
ja KopucTaT. HeMHBa3uBHaTa BeHTUNALM]
(NIV), Tpeba pa ce KOPUCTHM Kaj cUTe LWITO
MoOKa*KyBaaT CMMNTOMM KOU YKaxKyBaaT
AeKa He AULWAT A0BOMHO A06pO 3a Bpeme
Ha cnuereTo (cnab KBaNnUTET Ha COH,
rnaBobO/IKMN U IHEBHA MNOCMNAHOCT).

Cryauute Bo coH (nonucomHorpadumja), Tpeba
[a Ce KOpWCTaT 3a Aa Ce NoTBPAAT NOTELLKOTUM
CO AMLLIEHETO KOM Npean3BUKyBaaT
npobiemun 1 aa rv yTepAaT ONTMMaHUTE
napametpu 3a NIV. HeMHBa3mBHaTa
BEHTMNaUMja Tpeba Aa ce NOCTaBM TaKa LUTO

Ke 0BO3MOMKM [0BO/THO AN1abOK 341B, 3a Aa

He buae notpebeH Kucnopoa. (MpouunTajte
noseke 3a NIV 1 Kako Toa GyHKUMOHKUPA

BO AE/10T He-ceaaun/ynpaByBakbe UK BO
MOVMHMKOT).

[pyrv NnoaAapLUKKM 3a AvLeHe, KaKo LTO

€ ,,KOHTUHYMPaH NO3UTUBEH NPUTUCOK

Ha anwHuTe natuwwTa” (CPAP), co peTku
WCKNyYoLM, He ce npenopadyBa buaejku He ja
O/leCHYBa Pa3MeHaTa Ha jarnepos ANOoKCKA, 3a
Kucnopoga,

HacTuHKuTE MoXKe ga AoBeaat Ao
6en10apobHM MHDEKLMM Kom ce BOOBMYaEHM
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1 Ce BNOLLYBaaT Kora HEKOj He MOXe Aa ro
WCKaLlNa I0BO/THO A06P0 MYKYCOT U Apyrn
cekpeTtn. PusmnoTepanmja Ha rpaguTe BO
KOMBWHaLMja CO MaLLMHU KOW o on1ecHyBaaT
KawwnarbeTo (Ha npumep: Cough Assist®, Vital
Cough®) Tpeba aa buaat AoCTanHM 3a cuTe
cegauun. OHue co HeedeKTUBHA KalnLa

W ToNITakbe, UCTO TaKa, Tpeba Ja buaat
06e36eeHN CO MaLLMHA 33 BLUMYKYBaH€e
(cykumja) Ha opanHMTe cekpeTu. Ha
poauTenuTte U HeryeatenuTe Tpeba Aa um ce
Aaae obyKa M noaapLUKa, 3a 4a MoXaT Aa rv
cnefat MeguuUMHCKUTE COBETU M edUKacHO Aa
MM KOpUCTaT MaLlUUHUTE,

JlekoBuTe Kou ce ynoTpebyBaaT 3a OTBOpaH-e
Ha AMLIHUTE NaTULLITa (HeByrM3rMpaHu
6poHxopunartatopu) Tpeba aa buaat
[OOCTanHM, ako NOCTON BUCOK COMHEXK 3a acTMa
WM aKo e 3abenerkaHo jacHo nogobpysarbe
Ha AMLLEHETO OTKAKO Ke ce gaaar. Jlekosute
32 HaMa/lyBakbe Ha CeKpeLmja Ha NyHKa
(kako wro e glycopirrolate) Tpeba BHUMaTENHO
[ Ce KopuCTaT 1 CO MeAULMHCKM Haa30p, a
[03aTa Aa ce MeHyBa no notpeba. Osa e 3a

a ce n3berHe MoOXKHOCTa of, NPEKyMepHO
3ryCHyBatbe Ha CEKPETUTE, LUTO FO OTEXKHYBA
HWBHOTO OTCTPaHyBarbe. He ce npenopavysa
[OONropoYHa CeKojaHeBHa ynoTtpeba Ha
NNeKOBM 3a Pa3BOAHYBatbe Ha CEKPETOT
(Pulmozyme® nnm xunepToHNYEH conex
pacTBop). Kopuctereto Ha aHTMBMOTULM

3a BpeMe Ha bonecta Tpeba ga buae Ha
WMHAMBWUAYaHA OCHOBA BO KOHCYNTALMja CO
MEONLMHCKMOT TUM.
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3a NOBEKETO OEYKM

NaUMEHTN AULLEHETO
€ HOPMa/IHO, NaKo
efHa cTyguja cyrepumpa
[eKa MoXe Aa UMa
Masio Hama/lyBame

Ha cnocobHocTa 3a
AVLLIEHE CO TEKOT Ha

BPEMETO

3a NOBEKETO 0ZIeHKMN NALMEHTU AMLLEHETO € HOPMAJIHO, NaKo
efiHa CTyamja cyrepmpa AeKa MoXKe 4a MMa Ma/io HaMayBarbe
Ha CNOCOBHOCTA 3a AMLLEHE CO TEKOT Ha BPeMeTo. AKo ce
nojaeaT UHdEKLMM Ha Benunte aApobosu, Torawl Tpeda KAMHUYKK
BHMMATE/IHO Aa Ce NPOLIEHN CNOCOBHOCTA Ha /IMLETO 3a
edmMKacHoO Kalunarbe 1 ga ce ncnuta 4annm Ma CMMNTOMM Ha
,,HEAOBO/HO AuLlerbe” (cnab KBasIMTeT Ha COH, [/1TaBOOOKM

n gHeBHa nocnaHocT). Tpeba Aa ce 3emat npeasua, peLoBHN
TeCcToBM 3a auerse ( ), 3@ OHME KoM NOKaKyBaaT
3HaUM Ha noTewkoTun. MeryToa, He e NoTpebHO NPOaKTUBHO
ynpasyBatbe CO NPobiemuTe Co AMLLEHETO, OCBEH aKO
BO3PACHMOT NaLMEHT UM CEMEjCTBOTO He M3pasaT 3arpuKeHOCT.

JlekoBuTe Koum ce ynoTpebyBaaT 3a OTBOPaHe Ha AULLHUTE
naTmwTa ( ) Tpeba ga buaat
[0CTanHM, ako NOCTON BUCOK COMHEXK 32 aCTMa W/IM aKo e
3abenerkaHo jacHo NoaobpyBakbe Ha AMLLEHETO OTKAKO Ke ce
A20aT. JleKkoBuTe 32 HaMalyBakbe Ha CeKpeLmja Ha NayHKa (Kako
wTo e ) Tpeba BHMMATENHO Aa ce KOpUCTaT M Co
MeaVUMHCKM HaZ30p, a A03aTa Aa ce MeHyBa no notpeba. Toa

€ 3a Aa ce n3berHe MOXKHOCTA Of, NPEKYMEPHO 3ryCHyBae Ha
CEeKpeTuTe, LUTO ro OTEXKHYBA HUBHOTO OTCTpaHyBarbe. He ce
npenopayysa AONTOTPajHa ceKkojaHeBHa ynoTpeba Ha 1eKoBM 3a
pa3BoAHYyBake Ha cekpeToT (Pulmozyme® nnm xmneptoHmyeH
co/ieH pacteop). KopucTtereTo Ha aHTMOMOTULM 33 Bpeme

Ha 6onecrta Tpeba fa Guae Ha HAMBUAYANIHA OCHOBA BO
KOHCyATaumja Co MeaNUMHCKMOT TUM.



rMABA 7

OPYITU OPTAHU U
CUCTEMMU

SMN npoTenHOT He ce Haofa camo BO ‘POETHMOT MO3OK, TYKY € NPUCYTEH BO CUTE KNETKU
LUTOM jajue KneTkaTa ce onaoaun. Toa 3HauuM AeKa Apyrv OpraHu 1 Aefl0BU O TeNI0TO
MOKe ga buaat 3acerHaTy og, HeAOCTATOK HA NPOTEUHOT. HayuHULMTE KOU UCNUTyBaaT
*KUBOTUHCKM mogenun Ha CMA, cyrepupaat geka HamaneHnot SMN npoTenH moxke ga nma

B/IMjaHME BP3 MO30OKOT, HEPBUTE, CPLETO M NaHKpeacoT. Cenak, camo man 6poj nyrfe co
CMA vimaat jacHu npobaemu co Apyrv opraHun 1 Kaj OHWe LWTO MMaaT, He e A0KaXKaHo AekKa
npuymHata e CMA.

CPLE

[MpoMeHM BO CTPYKTypaTa Ha CPLIETO ce
3abenekaHu Kaj HajTeLKOo norogeHunTe
[O0EHYMHA (HAjYecTo Kaj OHMeE Kou MmaaT
npobaemu co AMLLEHETO Of, ParaHeTo), a
HEKOM MOKe Aa A0XKMBYBaaT nocnab nync
Ha CPLETO 0f, BOOBUYAEHMOT, LLTO MOXKe A3
6apa TpeTmaH. Mopaam Toa, ce Npenopayysa
[0EHUYMHbATA, KOW Ce CEPMO3HO MOTrOAEHN Of,
CMA, aa ce cneaart 3a Npobsiemm co CPLETO.
CpueBuTe Npobnemm ce PETKU Kaj ceaeyknTe
W OQleYKMTE U TMe He BapaaT peaoBHU
NPOBEPKM Ha CPLLETO, OCBEH aKO He ce MojasaT

CMMMTOMM KOM YKaxKyBaaT Ha npobnem.

OPYTU CUCTEMM

MocTojaT paHM UCNUTYBakba (Ha KNETKU, KMBOTHM U /Iyfe), KOM YKarKyBaaT AeKa CnegHOBO
MoOKe ga buae manky noyecto Kaj nyfeto co CMA:

€ [pobnemu Ha NaHKPeacoT (LTO MOXKe Aa BKAydyBa AnjabeTec)

4 BKCOKM HMBOA Ha /1IenTrH (XOPMOH KOj ro peryimpa aneTuToT 1 TenecHaTa TeXMHa Co
peayumpatbe Ha YyBCTBOTO Ha rnag)

& [pobaemu co MycKy/iHaTa MUTOXOHAPWja (AeN10BM 04 KNeTKaTa Kou npounsseaysaaTt
eHepruja)

Ce npenopayysa cekoj wto nma CMA, aa ro nposepyBa HUBOTO Ha LieKep BO KPBTa,
ocobeHo Kora e boneH.

Boauuy Bo MefyHapogHuTe cTaHgapau 3a Hera 3a CMA og 2017 roguHa
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IMABA 8

MEOUWKAMEHTMHU

3a Bpeme Ha uspaboTyBare Ha 0BOj Boguy, Spinraza® e ogobpeHa Tepanuja Koja NoKarka
NO3UTUBHW Pe3yaTaTh BO TpeTMaHoT Ha CMA. HeKkon nHbopmaLLMm 3a Toa Kako ce anmumpa
MOKe Aa ce Hajaat Bo Maea 11, AAMUHUCTPALLMja Ha HOBM TpeTMaHu 3a CMA.

Albuterol (ncTo Taka no3Hat kKako Canbytamon), Koj 06UYHO ce NoBP3YyBa CO TPETMAHOT Ha
acTMa, e TECTUPAH CO 3eMatbe NPEKY YCTa, Kako TabsieTa nam Bo TedyHa popma, Co HEKoU
NMO3UTMBHM pPe3yNTaTh BO OAHOC Ha MYCKy/HaTa cuna. Cenak, Ce ywTe He e A0KaXKaHo Aanu
AePUHUTUBHO MMa KopuceH edeKT. M NoKpaj Toa, MOHeKorall ce NpenuilyBa 3a ceaum u
oaaun. 3a noseke MHGOPMALMK, 33 TOA KaKo PYHKLMOHMpPA OBOj IEK, NOCETETE o AENOT 33
KOPUCHU pecypcu.

Moske fa ce NpPenopayaaT IEKOBM KOW MMAAT 3a LLe Aa MM IEKYBaaT CUMNTOMUTE UK edekTUTe
oA, *kmBeereto co CMA. Toa BKy4yBa, Mery apyruTte:

¢ ButamuH [1 (Thasa 5, MicxpaHa, pacT 1 3apaBje Ha KOCcKuTe)

¢ Kanunym (Mhasa 5, McxpaHa, pacT 1 3apaBje Ha KOCKUTe)

@ bBuchocdonatm (Thasa 5, VicxpaHa, pacT v 3apaBje Ha KocKkuTe)

€ AHTU-pednykcHm nekoswu (Mnasa 5, MicxpaHa, pacT v 34paBsje Ha KOCKUTe)

¢ AnTMbuoTmum (MThasa 6, Anwere (pecnnpaTopHa U NyAMOHa Ha Hera))

MHory e BepojaTHO AeKa Spinraza® ke cTaHe NOLWMPOKO JOCTaNHa U HajBepoBaTHO Ke ce
nojasaT M Apyrv NOTEeHUMjanHU TpeTmaHu. PasroBapajte co Bawmot meamumMHCKM TUM 32
HajHOBUTE UCTPaXKyBakba, KAMHUYKM UCMNTYBAHA M AOCTANHOCT Ha Tepanuu BO 3emjaTa.
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rMABA9

UTHA MEOUWLUUHCKA HETA

NHbekupnmnte Ha benoapobureto 1 npobremmTe Co AMLLIEHETO Ce HajuecTUTe Npobaemm Komn bapaat

uTeH TpeTmaH. Jinue co CMA Koe He ce 4yBCTBYBA 060, Tpeba fa MMa N/iaH 33 AejcTByBatbe, KOj

MOKe Aa ro C/1eay CEKoj MeAMUMHCKM TuM. OBOj niaH Tpeba Aa buae AoroBopeH Mery AOKTOPOT
1 BO3PaCHWOT A0A€eKa e 34paB, UAn Mefy AOKTOPOT U POAUTENOT, A0AEKA HUBHOTO AETe e 3PpaBo.
[euata Tpeba ga 6b1aat BKAYYEHU BO ANUCKYCUUTE, aKO MMaAaT COOABETHO HMBO Ha pa3bupatbe.

Tpeba Aa MMa NMCMEH 3anuc 3a 0Ba BO popma Ha ,n/iaH 3a UTHa MeaMLMHCKa nomolu“. LienTa e
[1a 'V 3ajakHe BO3pacHMTE NaLUMEeHTU U CeMejCcTBaTa, 4a MM UCKaXKaT cBouTe enbu 1 aa ja nogobpat

KOMVHMKaLI,MjaTa N\efy HWB, TMMOBUTE 3a UTHA HETA U CI'IeLI,MjaI'IMCTMTe 3a AONrOPOYHa Hera.

MnaHoT 3a UTHa meauumnHcka nomow (MUMIM) nan ,Nnax 3a bonect” Tpeba Aa ce Hanuie co

MeaMUMHCKMOT TUM. Toj Tpeba aa nokpue nHbopmaumnm 3a:

¢ Kowu npeaynpeayBayku 3HaLM UK
MHAMKaUnKM 61 3Hayene geKa NLETO COo
CMA Tpeba ga ce oaHece Bo 6onHMUA.

¢ Kowu 3apaBcTBeHU paboTHUUM Tpeba aa
ce KOHTaKTMpaaT BO C/y4aj HAa BOHpeaHa
cocTojba.

¢ [pedepeHun oKony cneperse
CO AWLIEHETO, BKAYYYBajKM MU U
BalUMTE CTaBOBW 33 Pa3IMYHUTE
HauYMHW 33 NOAAPLIKA Ha AMLLIEHETO.
PecnupaTopHaTta nogApLika MoxKe Aa
ce ucnopaya HeMHBa3MBHO, KOPUCTEjKK
MmackKa (NIV), nnm kpaTkoTpajHaTa
BEHTMNALMja MOXKE Aa ce U3Bee MPekKy
dnekcnbuiHa nnacTMyHa UeBKa BO
AYWHWKOT (MHTy6aumja). Ha nogonr pok,
MOXe [la ce co3aane OTBOp Ha NpeaHuoT

[leN Ha BPaTOT, TaKa WTO LieBKaTa
MOXe [a ce BMeTHe BO TpaxeaTa, 3a 4a
MOMOTHEe CO AMLLEeHeTo (TpaxeocToma).

Cute npobnemmn 1 orpaHnYyBarba BO
[IBUXKEHEeTOo Ha BpaToT U BUAULATA.

TeXHUKM KOW Ce KOPUCTAT 33 YNCTEHE Ha
CEKPEeTH, BKAYYYBajKM U KOMKY YecTo.

HyTpUTUBHM M NoTpebu 3a TE4HOCTM 33
Bpeme Ha bonecrT.

Kora n kou aHTnbumoTtmum Tpeba aa ce
Kopucrar.

KaKBo 4ejcTBO e 4OroBOpeHo U
61 ce npe3emano ako e notpebHa
peaHumaumja.

Kaze LTO € MOXKHO, IOKaIHUTE UTHU MeAULMHCKK Cy»KOUM Tpeba Aa ce KoHTaKTupaaT

oAHanpez, 3a Aa ce pa3rosapa 3a buao kou cneundumyHmn NoTpebu 1 KakBa onpema ce
KopucTh Aoma. Bo nteH cnyyaj, Tpeba Aa otuaeTe BO HajonmckaTa 6onHKMua. Cekorall Kora e

MOXHO, onpemaTta WTO ce KOPUCTn A0Ma Tpe6a NCTO TaKa Ada Ce KOPUCTKU, Aypn N aKO TOa e

BO 6p3a NnomoL Koja e £0bpo onpemeHa. [MoHeKoral He-ceAevKnUTe U CeeyKnTe NaLmMeHTH
MoKe fa Tpeba aa buaat npedpneHn nomery bonHmunTe, buaejkm Tpeba Aa ce HerysaaT BO

cneumnjannsnpa (TepumjapeH) UeHTap, Koj e onpemeH [a ce rpuKkm 3a HMB. KAMHUYKMOT TUM

oAroBopeH 3a HMBHATA ,EI,O/'IFOTpajHa Hera cekorauw Tpe6a Aa 6l/l,£|,e n3secTeH 3a bonecTa.
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,MNaHOT 3a UTHA MeAULMHCKA NnoMoLW“ nma 3a uen
A 'Y 3ajakHe BO3PacHUTE NaLUMeHTU U CEMejcTBaTa
Aa TM UCKaXKaT ceouTe Kenbu n ga ja nogobpar

KOMYHMKaLUKjaTa mefy HMB, TUMOBUTE 33 UTHA Hera u
cneunjanncTuTe 3a 4ONTOPOYHA Hera.

MpoueHKaTa Ha AULIEHETO U NOAAPLUKATA € HajBaXKHOTO Npallakbe 3a BPpEME Ha BOHpeaHa
cocTtojba. 3a 4a ce o4roBOPU Ha OBa M Ha APYruTe KAYYHM NPaAKTUKM 32 UTHA MeAULMHCKA

HEera, aBTOpUTE Ha SoC coBeTyBaatT MEAULUUNHCKUTE TUMOBU Oa Pa3sMMCnaT 3a C1e4HOBO!:

*

Cnepemneto Tpeba Aa BKAyYyBa paHa
ynoTpeba Ha NIV 1 ynctere Ha cekpeTu
npeg AaBakbe KUCI0POA.

Camo Kncnopoaort He Tpeba aa ro sameHu
NIV 1 Tpeba Aa ce goaaae camo AO0KOMKY
HMBOTO Ha KMCNIOPOA BO KPBTA OCTaHe
HUCcKo goaeka NIV ce kopuctn. Cekpetute
C€e YNCTAT, KaKo LTO e onuiiaHo Bo NMAMIT.
Camo Toraw moxKe ga ce 4o4aAe KNCI0POZ,
CO HajHM30K MPOTOK, LLUTO e NoTpebeH 3a

A ce ONTMMM3MPA OKCUreHaumjaTa, a
NoTOa NO/MEKa Ce NPEKMHYBA 33 BPeME Ha
3a3apaByBarbeTo of bonecta.

HuBoaTa Ha jarnepoageH guokcug, Tpeba
[a ce cnenat UaM Co TeCT Ha KPBTa UK
TPaHCKYTaH KOXKEeH TEeCT 3a Bpeme Ha
[aBakeTO HA KUC/I0pOa,

AKo n3rnefa Kako fa e notpebHa
umHTybaumja, Tpeba aa ce 3emat BO
npeasua CTaBOBUTE Ha NALMEHTOT UK
aKO MaUMEHTOT e AeTe Aa Ce KOHCYATMPa
HWBHMOT poamnTen/npaBeH cTapaTen.

@ Ako uHTybaumjaTa noseke He e notpebHa

M LUeBKaTa Ke buae nssageHa, benute
Apobosu Tpeba Aa bG1AAT LENOCHO MNOMHU
N OKCUreHaumjaTa ga ce onTMMmM3ampa
ogHanpea. NIV Tpeba aa ce KOpUCTM KaKo
npeoaHa noaapLUKa no ekctybaumjaTa.

¢ [euaTa, mnaguTe v BO3pacHUTe

Tpeba ga gobujaT aHTMOBMOTULM Camo
aKo noctou crneyndmyHa NnpuYnHa

op, 60/1ecT, KaKo LWTO ce cenca uam
nHobeKunja Ha bennte gpobosu.

TumoBMTE 32 UTHA rpuKa, Tpeba aa rm
pasrnenaat CMMNTOMUTE NPU NPUEMOT,
npeancnoHMpavykuTe GakTopm Kako LWTo
Ce HeOAaMHELLHWN XMPYPLIKKM 3adaTn u
HepecnnpaTopHUTE NPUYMHM 3a CENCa,
Ha Np. MHOEKLMja Ha YPUHAPHMOT TPAKT,
MHPEKLMja HA KoXKaTa UTH.

AKO MMma noTpeba o aHecTesuja, Tpeba
Aa ce cneam ynaTcTBOTO BO [NaBa 10,
AHecTeTnum.

0] CYWWTUHCKO 3Ha4eHe 3a UTHaTa MeEAUNLIMHCKA HEra € PaHOTO AaBakbe Ha TEYHOCTU U Cheaere

Ha XMAapaTtaumjaTta, HUBOTO HA CONM U MUHEpPanK, GyHKUMjaTa Ha BybpesnTe 1 HUBOTO Ha IIMKO3a

BO KpBTa. l/chpaHa CO NpoTenHn Tpe6a Aa ce gaae BO POK O, WecCT Yaca o4 MNOYETOK Ha 6onecra u

He Tpeba aa Mma gonrm nepmogy 6e3 xpaHa. MNocebHo BHMMaHWe Tpeba aa ce 0bpHe Ha roNTakbeTo
3a BpeMe Ha 60/1ecT nopaam PUMKOT Of BAMLLYBaHE HA XPaHa UAK TEYHOCTU BO bennTe Apo6oBu
(acnupauuja) (Buam Masa 5, UcxpaHa, PacT 1 3apasje Ha KOcKuTe).

KpaTko no npuemor, Tpeba Aa 3anoyHaT AUCKYCUM CO TUMOT 3a Toa Kou Liesiv Tpeba aa ce nocturHaTt
M KOW NaaHoBK Tpeba [a ce NocTaBaT 3a NAUMEHTOT Aa buae 6e36eaeH 1 NoaroTBeH Aa cu oau
Aoma. NnaHuparbeTo 3a ucnuc og 6onHuMua Tpeba Aa Nnoctasm Lenu co Bac, TMMOT Ha 6bonHuuaTa u

TUMOT 3a NPMMapHa 34paBCTBEHA 3alTUTa. PUsMKanHaTa M paboTHa Tepanuja, roBopHaTa Tepanuja,

YCNYr Ha NCMXOCOLMjaNHa U NManunjaTMBHa Hera, MOXKaT a NOMOTHAT BO 3a34paByBakbeTo Of,
6onecTa 1 BO HaNopuTe 3a OAP}KYBakbe Ha CNOCOBHOCTUTE.
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FMABA 10

AHECTETULUMU

AHecTeTMLM MOXKe A3 Ce KOPUCTAT 3a NJaHMpaHa onepalmja, Kako U of, Apyrv NPUYNHU, KaKo
aAMUHUCTPUPAHE HA HOBU TEpanuu.

Mpenopaku 40 HagNeXHUOT MEeAULUHCKU TUM ce:

¢ pernep Ha cpueTo OZ CTpaHa Ha ¢ Cnepetrbe Ha KPBHWOT jarnepoaeH ANOKCUA,
Kap4MON0r CamMo aKo ce 3Hae 32 NPeTX0AHO N KMCNopog, Bo cekoe Bpeme, 6e3 ornes Koj
nocTtoeykn npobnem. aHeCTeTUYKM METO/, € KOPUCTEH.

@ LUenocHa npoueHKa npes, Kopuctere ¢ [pegsuayBarbe Ha cUTe APYTY MOXKHU
Ha 610 KakBM aHecTeTMUM. OBa MOXKe noTpebu, Kako WTOo ce KopucTere Ha NIV u
03 BKyYyBa UCMUTYBakbe BO COH U OPYrY UHTEePBEHLUM 3a AnLLeHe.

BK/y4yBakbe Ha AmeTeTnyap.
¢ JleKoBu 3a cnpaByBarbe CO 60/IKa, MOXe Aa

¢ [lpoueHKa Ha NoTewWKoTUN Npu UHTybaumja 6uaat notpebHM no onepaumja.
KOW Mo3KaT Aa buaat npeansBuKaHn oA

e 3aTerHysarbe Ha BUAMLATA AHecTeTMLM MOXKe Aa ce KopucTaTt
e OrpaHuyeHa MOBUAHOCT Ha BpaToT 32 NJIaHMpPaAHa onepaumja, Kako n o4

e [loTewKoTMK BO NO3ULMOHNPAHETO [PYrU NPUYMHK, KaKo aniMKaumja

Ha HOBU ZIEKOBM.

€ PasmucnyBarba 3a /IOKa/Ha aHecTe3nja
NN perMoHasiHa aHaaresnja; Kako onLwTo
npaBu0, aHecTe3njata HOCU NpesU3BULM.

Boauny Bo MefyHapogHuUTe cTaHZapau 3a Hera 3a CMA og 2017 roavHa
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Bo BpemeTo Kora 6ea HanuwwaHu
Hay4YHWUTe cTaTum, Spinraza®
H6ele NpBMOT N €AUHCTBEHMOT,
NOTEHLUWjaNHO AOCTaNeH TpeTMaH
KOj ro meHyBa TeKoT Ha bonecTa
3a CMA.

MABA 11

AOMUHUCTPALUUIA HA HOBMU
TPETMAHU 3A CMA

Bo BpemeTo Kora 6ea HanulaHu Hay4yHUTe cTaTuK, Spinraza® 6elue NPBUOT U e4MHCTBEHUOT,
noTeHUMjaNHO AOCTaneH TPeTMaH Koj ro MeHyBa TEKOT Ha bonecTa 3a CMA.

Spinraza® ce aniMumpa AMPEKTHO BO
uepebpocnuHanHarta TedyHoct (CSF) Koja

LUMPKYANpa oKony ‘pbeToT M MO30KOT; Ha OBOj CoseTuTe Ha SoC a0

HauyuMH Spinraza® AMPEKTHO ro AOCTUIHYBa AENOT MEANLMHCKMOT TUM KoM

Ha LLeHTPaIHNMOT HEPBEH CUCTEM KOj € MoJ, pasroBapaaT 3a AaBakbe Ha
BAWjaHWe Ha CMA. [lokTopuTe npucranysaat 0BOj TPETMaH CO MLETO U

80 CSF co nomoww Ha nymbanHa NyHKLMja, Toa e HUBHOTO CEMEjCTBO, BKAyuyBaaT
Kora ce BMETHYBA WINia BO AO/IHWUOT AeN Ha rpboT Npenopaky kou Tpeba Aa ce
HW3 KOXKaTa, BO NPOCTOPOT NOMery rnpLuieHuTe. 3emar npeasua;

JoKTopuTte MoXe Aa KOPUCTAT PEeHTreH, 3a Aa ro

JIOLMPaaT HajAobpOTO MeCTO 3a BMETHYBAHE Ha 4 KakoB ceflaTMBeH MeToa Uan
MINaTa M 0BUYHO Ke KOPUCTAT JIOKaNIEH aHECTETUK, nocTanka Aa ce ynotpebu

KaKo LWUTO € Kpem 3a 34pByBarbe, MaKo NOHEKOorall

Koja pagmnonolika no LKa
MOKe [la ce CMeTa AeKa e noTpebHa onwTa Ja pah ALP

(Ha NpuMep peHTreH) e

aHecTe3unja. Mana konnumHa Ha CSF ce 13BNneKyBa,
notpebHa

a noToa ce MHjeKTMpa Spinraza® 3a Bpeme og,1 4o 3

MIHYT. Kon MoxKHM npobnemm 6m

. MOMKene Aa ce jaBat nopaam
Ako Spinraza® e gocTaneH co cooABeTEH TPETMAH, A J PaA

onepauuja Ha ‘pbeTHmnoT
cTonb unn ckonmosa (BuMan

KOj e 0roBOpeH Mery MeANLUHCKMOT TUM U

JIMLLETO MAN HETOBUOT 3aKOHCKM 3aCTaMNHUK,
[nasa 4, OpToneacKko

MeaMUMHCKMOT TUM Tpeba BHMUMATENHO A3
yrnpaByBatbe)

NNaHUPa KaKo Aa ce anamumpa NeKoT, Taka
LUTO MHTEPBEHLMjaTa M HeraTa ce 6e3beaHn n

COOABETHM 33 PU3NYKMOT Pa3BOj Ha NOEAMHELLOT.
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FMABA 12

Kako wro beLue ANCKYTUPaAHO HM3 0BOj BOAMY,
cekoj yoBek co CMA e pasninyeH, Kako 1 cekoe

CeMejCTBO M HUBHUTE OKOIHOCTU. YecTo noctojaT
Pa3/IMYHM ONUMK 33 HEera U TpETMaH Ko Ke
6uaat MHanBuayanusnpanHu. NMopagm Toa,
MHOTY € Ba*KHO MeAULMNHCKMOT TUM OTBOPEHO
[a pa3roBapa 3a CUTe acneKTM Ha HeraTa
MOYHYBAjKM O CAMOTO AnjarHOCTULMpPAtbE, Na
noHatamy. OBaa Auckycuja Tpeba aa rim ucnmta
CUTE MOXHW ONUMK 33 Hera U TPETMaH, LWTo e
OHa LUTO 61 MoXKeno Aa buae cooaBeTHoO U cuTe
noTeHupjanHu 6eHednTM 1 pusanun. AInckycunjata
Tpeba aa buae co Bac kako Bo3paceH co CMA,
WK co Bac Kako poauTen/HerysaTten Ha aeTe co
CMA v aKo e cooaBeTHO, co BaweTo gete. Tpeba
[a ce 4yyBCTBYBaTe CN10HOOAHUN Aa NHMLMpaTe
[OMCKyCM1ja BO CEKOe BpeMe 1 Aa NocTaByBaTte
npaLarba 3a CUTe acneKkTu Ha HeraTa. Tpeba

[a 3HaeTe [eKa CeKoja 0f/1yKa MOXe Aa ce
peBnampa BO CEKOe Bpeme, 0COBEHO aKo

MMa HEKOM MPOMEHU BO cocTojbaTa. Hekom

0/, OBUE AMNCKYCMM Ke BraaTt MHUUMPaHK of,

CTPaHa Ha KAMHWUYKMOT TUM U Ke BKydyBaaT
NPUANYHO TELLKN TEMM, BKTYYYBajKM LLTO 61
6110 cooaBeTeH OAroBOP Ha CEKOj UTEH CyYaj
NOTEeHUMjaIHO ONaceH MO *KMBOT, KaKo LUTO ce
KOMMJIMKAUUKM CO AULLEHSETO.

M NoKpaj Toa LUTO NCTPaXKyBaHETO BO
TpetTupareto Ha CMA e BO TEK U MOXKe

[a Npou3nesaTt HOBM TPETMAHWU KOW HyaaT
3HAUUTE/THA KOPWUCT, OCTaHyBa NPUOPUTET 3a
cute co CMA aa oap:KyBaaT Aobap KBAaAUTET Ha
KMBOT M ga buaat nogaprKaHu Bo CieeHEeTo Ha
CYMMTOMMUTE LLTO € MOXKHO NoedeKTUBHO.

Ce HageBaMe ZieKa 0BOj Boauy Bu saae KopucHM
MHGOPMALLMK, 32 KOM MOMKETE [a pa3roBapare co
MeANLIMHCKNOT TUM.

Cekoralu 3anomMHeTe AeKa nocrojaT
HEBPOMYCKY/IHU LLEHTPM U TUMOBW, rpynu
33 NoaApLUIKa Ha NaLMEHTU U Fpynm 3a
3acTanyBakbe, Kako 1 Bawmnte cemejctsa m
npujaTeny KoM MoxKat Aa Bu nomorHar.



Cekorawl 3anomHeTe AeKa NocTojaT HEBPOMYCKYIHMU
LEHTPU N TUMOBM, FPyNM 3a NOAAPLIKA HA NALUEHTH
M rpynu 3a 3acTanyBare, Kako 1 BallnTe cemejCcTBa
N NpujaTenn KoM MOXKaT Aa BU NOMOrHaT.

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/

CTOMN CMA CKonje- 3gpy»XeHue Ha 1mua
co CnuHanHa MycKkynHa Atpoduja
https://www.facebook.com/stopCMA.mk/

*KuBoT co npegusBuum- 3gpyKeHue 3a
peTtku bonectu
www.challenges.mk




NMPUNOT 1

CnegHuBe ayjarpamu rim objacHyBaaT WaHcUTe 3a aete Aa Hacnean CMA BO pasiMYyHK cemejcTBa,
3a ceKoja 6pemeHocT. Be monnme 3anameTeTe AeKa LWaHcuTe 3a HacnenyBartbe CMA ce uctu

33 MaXK1Te U *KeHUTe; NONOT NPUKAXKaAH Ha AeuaTta U poguTennTe BO AnjarpaMmnTe e YUCTo
WUNYCTPATMUBEH.

[ 2 pBa 3ppasu reHu = He-adpeKTUpaH

CEMEJCTBO 1. B 2 owretenn renn = CMA

[ 13gpasreH + 1 owTeTeH reH = HocuTeN
[BajuaTta pogmutenun ce HoOCUTENN.

HocuTen HocuTen

3a ceKoja 6peMeHOCT WaHcuTe ce: o o
25% '

0 (1 on 4) pete ke UMa ABe OLUITETEHM KOMUK O,
SMN1 reHoT 1 Ke uma CMA
50% ' '

0 (1 og 2) pete ke UMa egHa owWwTeTeHa Konuja
W efiHa 34paBa Konnja Ha reHoT SMIN1 1 Ke 6upge [ ) o L J [ )
HocUTen
25% '

0 (1 0n4) pete ke nma aBe 3apaBu Konum og, SMN1
reHoT 1 Hema Aa 6uget Hocuten HUTY ke uma CMA He-abeKTMpaH HocWTen  HocuTen CMA

AN /
25% 50% 25%

[ 2 aga 3apasu renn = He-adekTMpaH
B 2 owrTeTeHu renn = CMA

C E M EJ CT B 0 2 . [ 13npasreH + 1 owTeTeH reH = HocuTen
EneH poguten e HocuTen, gpyrnot pogmuten Hema CMA
M He e HocuTen.

[ [
3a ceKoja bpemeHOCT WwaHcuTe ce:
50% '
0 (1 op 2) pete ke MMa ABe 34paBU KOMUK Of,
[ o [ ]

HocuTen He HocuTen

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

50% (1 og 2) nete ke ma egHa owTeTeHa Konwja
W efiHa 34paBa Konuja Ha reHoT SMIN1 1 Ke 6uge
HocuTten

He-apeKkTMpaH He-adeKTupaH HocuTen HocuTen

25% 25% N\ 50% 4
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[ 2 3apasu renu = He-abeKTUpaH
B 2 owTeTenu renn = CMA
M 13gpasreH + 1 owTeTeH reH = HocuTen

Hocuten He HocuTen

CEMEJCTBO 3. °

EneH poguten uma CMA; gpyrnot Hema CMA n He e
HocuTen.

3a ceKoja bpemeHOocCT, WwaHcuTe ce:

o
100% (4 og,4) op peuaTa Ke MMaaT efHa oWTeTeHa
Konuja 1 egHa 3apaBa Konuja og SMN1 reHoT 1 Ke bugar

HocuTenu

HOcUTen HocuTen HocuTen HocuTen

\\ 100% //

[ 2 3apasu reHn = He-adeKTMpaH
B 2 owrTeTeHu reHn = CMA

CE M EJCTBO 4. [ | 13apaB reH + 1 owTeTeH reH = HocuTen

EgoeH poguten uma CMA; apyrmoT e HocuTen.
‘.l
|.|

CMA CMA HocuTen HocuTen

N / AN /
50% 50%

HocuTen

3a cekoja bpeMeHOCT, LWaHCcuTe ce:

50% (1 og 2) nete ke uma aBe owTeTeHn Konum oa SMN1
reHoT 1 Ke uma CMA

50% (1 og 2) pete Ke Mma egHa owTeTeHa Konwuja U eaHa [ )
3apaBa Konuja og, SMN1 reHOT 1 Ke 6Buaat Hocutenm

[ 2 3ppasw reHn = He-adeKTUpaH
B 2 owrTeTeHu renn = CMA
[ 13gpasreH + 1 owTeTeH reH = HocuTen

CEMEIJCTBO 5.
[Bajuata pogutenm nmaat CMA.
3a ceKoja bpemeHOCT, WwaHcuTe ce:

100% (4 o 4) peuata ke MMaaT ABe OLITETEHU KONUK
oA, SMN1 reHoT 1 Ke umaat CMA
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MOUMHUK

Acnupauuja ce jaByBa Kora xpaHaTa, N/yHKarTa,
TEYHOCTMTE UM NOBPaKaHeTo ce BAMULIYBaAaT
BO AMLIHWTE NaTULLITa WTO BOAAT A0 benute
Apob0oBU, HAMECTO [a Ce ABUMKAT HU3

LieBKaTa 3a rofiTakbe Koja ja noBp3yBa ycTaTa
(XpaHONpPOBOAOT) CO CTOMAKOT.

Atpodwuja MycKynHa atpoduja e Tpowwere unm
3aryba Ha myckynHo TkmBo. Kaj CMA oBa ce
OOMKM Ha AereHepaumjaTa Ha HEPBHUTE KNETKU
HapeYyeHN MOTOPHU HEBPOHMU.

ABTOCOMHO-peL,ecMBHO € MOAEN Ha
HacneayBarbe Kaje WTO HEKOj KOj ja nma oBaa
coctojba HacneayBa ABe OLWITETEHU KOMUK Ha
reHoT, No eAeH o4 cekoj poauten. Pogutennte Ha
noeAMHeLOT CO aBTOCOMHO peLecmBHa cocTojba
CEKOj HOCK MO efHa KoMnuja Ha MyTUPaHUTE

reHu, Ho 06MYHO TUe He NOKaXKyBaaT 3HaLM

M CMMNTOMM Ha cocTojbaTa. PogutenuTe ce
NO3HaTU KaKo ,Hocutenmn”.

BiPAP (Nno3uTMBEH NPUTUCOK Ha AULLIHUTE
naTuLWTa) ce oAHecyBa Ha ypes, 3a AULLEHE KOj
noAaApKyBa 2 HUBOA HA BO34yX NPEKY MacKa

Ha HOCOT WM/IM HOCOT M YCTaTa, 3a NOAAPLUKA

Ha guwereTo. MNpu 3eMareTo Ha BO34yX
(samwyBarse), BiPAP ypenot obesbenysa

NMOBMCOK NPUTUCOK 3a Aa AaZe Norosem 34mMB U e
npocneaeHo co onarake Ha NPUTUCOKOT 3a Ja ce
Hama/lM UCTUOT 3a 4@ MOMOTHe BO U3AMULLYBAHETO.

bucdocdoHaTm ce rpyna nekoBu BoobMYaeHo
npenuiaHu aa ro 3abasat rybereTo Ha
KOCKeHarTa ryctmHa, co 3abaByBatbe Ha KNAeTKute
(ocTeoknacTuTE) KOM CE OArOBOPEHM 32
pacnarakbe Ha KockaTta.

MHaekcoT Ha TenecHa maca (BMI) e ogHocoT
nomery TeKMHaTa U BUCMHATA LITO Ce KOPUCTM 3a
[la ce NPOLLeHN KOANYMHATA Ha TeIeCHUTE MAcTu
cnope MmatemaTuyka popmyna: TEXKMHA, BO Kr,
noAeneHa co KBaZpaT BUCMHA HA INLETO, BO
meTpu (BMI = kg / m?).

KockeHaTa muHepanHa ryctuHa (BMD) e
KOJIMUMHA HAa MUHEpPANHATa COAPMKMUHA (Kanunuym
n dochop) no egmMHMLA BOYMEH Ha KOCKa. Toa ja
NPUKaXyBa LBPCTMHATA Ha KOCKMUTE.

Hocutenute ce ogHecyBa Ha A1 NOrOAEHMN

NN 0f, aBTOCOMHA peLecnBHa HacnegHa nam
X-Bp3aHa peuecmBHa HacnegHa coctojba n agete
MMaaT olWTeTeHa KoNuja 1 34pasBa Konuja Ha
norogeHunoTt reH. Hocutenmute o6uMYHO Hemaat
CMMNTOMM MOpaam Taa 34paBa KoMumja Ha FeHoT,
HO TMe MOXKe Aa ja NpeHecaT cocTojbaTta Ha
HUBHUTE Aeua.

LepebpocnuHanHa TeuHocT (CSF) e jacHa
TEYHOCT KOja ro onkpy*KyBa ‘pbeTHMOT MO30K

M MO30KOT. TeYHOCTa AejCTBYBA KaKo TeYHa
3awWwTmTa 3a ‘pbeToT. UcTo TaKa, TpaHcnopTMpa
oTnaz, XeMUCKM NPOU3BOAM M aHTUTENA AANEKY
04, MO30KOT M TKMBOTO Ha ‘pOETHMOT MO30K BO
KPBOTOKOT.

Xpomosom e opraHusupaH ,naket” Ha AHK Koj
ce Haofa BO jaApoTO Ha CeKoja KneTKa. Jlyfeto
nmaaT 46 XpOMO30MM BO CEKOja KNeTka. Tue
HacneaysaaT 23 o4 HMBHATa MajKa U 23 og,
HMBHMOT TaTKO.

Kob6 aron e mepere Ha KpMBMHATaA Ha ‘pbeToT.
Ce npecmeTyBa BO CTENEHM CO aHANN3UPAHLE HA
peHAreHcKa cnka. Toa My nomara Ha AOKTOpOT
A2 041y4n Koj TpeTMaH e noTpebeH. MmeHyBaH
e no LloH PobepT Kob- AMepuKaHCcKK opTonea,
XMPYProT KOj NpB ro ynotpebun.

KOHTpaKTypm ce CKpaTyBakba Ha MYCKYINTE UK
TETUBUTE OKONY 3/1060T WTO BOAM A0 Toa Aa
CTaHe PUKCMpPaHO BO ogpeaeHa nosuumja uam ga
MMa MoMan oncer Ha ABUXKeHE Ha Toj 3r106.

CPAP (KOHTMHYMpPaH NO3UTUBEH NPUTUCOK Ha
ANWHWTE NaTULWTA) € eeH BMA HA BEHTUNALM]],
NnpeKy Macka, LWTo e ynpasyBaHa o, cneuujaiHo
AM133jHMpPaH HEMHBA3MBHA BEHTUALMOHA
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MallMHa HapeyeHa CPAP. Taa obe3beanysa
KOHTMHYMPaH NPOTOK Ha BO3A4yX 3a [ia MOMOTHe
BO AMLIEHETO.

KpeaTtuH kuHaza (LJK) e eH3um Koj e notpebeH
33 Ja M OBO3MOMM Ha MYCKynTe aa
byHKuMoHMpaar. o noBpea Ha cKeneTHUTe
MYCKynn unun gpyra 6onect, HMBoTo Ha LK
MOXe aa ce 3rosiemu. TecT 3a LUK HMBO ja mepwm
Ko/nMumHaTa Ha LUK Bo kpBTa 1 moxe ga buae
nobapaH og, KAMHUYApP 3a A3 NOMOTHe BO
AuvjarHoctuumpamse.

DEXA cKeH (CHMMKa co ABOjHa eHepreTcKa
ancopnTMomeTpuja) e TeCT KOj KOPUCTU HUCKA
[,03a Ha peHTreH-3paLu 3a Aa U3mepu KoJKy
Kanuuym v opyrm MMHepaaun ce npucyTHU BO
obnacT Ha Bawarta Kocka. DEXA mawmHaTa
BOOOMYAEHO Ce KOPUCTU AypM CTe IerHATK Ha
KpeBeT 1 CKeHepoT NoOMMHYBa Hag BawwnoT goneH
aen Ha ‘pbeToT u KonkosuTe. Pesyntatute oz
DEXA cKeHMpameTo ce AaaeHu Kako ,T- pesyntat”
LITO Ke MY YKaKyBa Ha IeKapoT Aa/ N NIMLLETO MMa
WM HEMA OCTeoneHuja nan ocTeonoposa.

[le HoBO myTaumjaTa ce ogHecyBa Ha CNOHTaHa
MyTaLMja Koja ce nojaByBa BO reHOT, a He e
HacnegHa myTaumja.

[ujabetec menuTyc, HajuecTo HapeyeH
»anjabeTtec”, onuwysa rpyna Ha coctojou Bo Kou
NMOCTOM BUCOKO HMBO Ha LWEeKep BO KPBTa BO TEKOT
Ha nogonro Bpeme. Toa ce cny4yyBa Kora Te/10To
He Npoun3BeayBa A0BOSIHO MHCYNNH UK Kaje
KNEeTKUTe HEeCOOABETHO pearnmpaar Ha AOCTanHUOT
WHCYNMH. MHCYNINH € XOpMOH Npou3BeAeH BO
NMaHKPeacoT, CO KOj Ce peryimpa M3HOCOT Ha
rMKO3a BO KPBTa.

OHK OeoKcnprubOHYKNEeMHCKa KUCeNnHa e
MOIeKyNaTa Koja CoAPKM reHeTCKo ynaTcTBo

3a 3paboTKa Ha cMTe NO3HATM OPraHU3MM.

JOHK yecTo ce cnopefysa CO ceT Ha WeMaTCKu
NNaHOBM, PeLLenTn, UAN Kogoswu, buaejkm coapum
WMHCTPYKLMKN NoTpebHM 3a n3rpagba Ha gpyrm

KOMMNOHEHTU Ha KNETKN KAKO LWTO Ce NPOTENHUTE.

Owvcdaruja e TeWKOTMja MW HEMPUjATHOCT NpuU
ronTakbe Ha TeYHOCTM, XpPaHa nan nayHkKa. Osa
MOXe MOHEeKOorall Aa ro oTexKHyBa NPMMakbeTo Ha
A0BO/THO KA/JIOPUUN N TEYHOCTW.

MnaHoOT 32 UTHA MeAULMHCKA NoMOoLL

(MAMT) e anaTka AM3ajHMPaHa A3 ja ONecHU
KOMYHMKaLMjaTa BO CAyYaj HAa UTHA MeANLMHCKA
cocTojba. Toa ro onecHyBa 3ae4HNUYKOTO
[OHEeCyBake Ha OA/lYKM NOMery IeKapuTe u
nauveHTUTe 403BOJYBAjKM MM Aa pa3roBapaat

W Oa r'v 3anuwaT akTUBHOCTUTE Kou Tpeba

[a ce npe3emart oA, CTpaHa Ha MeANLMHCKMK
npodecnoHanLM ako ce nojaBat HEKOM
npeasuanvBm UTHU cUTyaumn. Pa3BojoT moxe ga
3aB3eme HEKOJIKY AMCKYCUM 1 Tpeba Aa BKAy4yBa
MYNTUAUCUMMNIMHAPEH NpucTan.

EH3MMOT e NPOTeunH Koj ja 3abp3yBa cTankaTta Ha
XEeMWCKa peakLuja BO XKMUBMOT OPraHmn3am.

Facrtpoe3odareaneH pednyKc ce jaBysa Kora
MYCKY/10T LUTO o C/IeAN XPaHOoMpPoBOAHUKOT
(ueBKa 3a ronTarbe o ycrata) 4O CTOMAKOT,
WK ce oTBOpPA cam no cebe nnu He ce 3aTBopa
NPaBWJIHO LWITO 3HA4YM AeKa COAPMKMHATA Ha
enygHUKOT (XpaHa / Te4HOCT) ce KpeBa BO
XpPaHONpPOBOAHUKOT. TOQ, NCTO Taka MOXe 43
ce Hapeye KMCeNNHCKM pedayKe nam Kucena
peryprutaumja, buaejkm ANreCTMBHUTE COKOBM
KOM Ce KMCenu, ce KpeBaaT Co XpaHaTa,
npeansBMKyBajKM YyBCTBO Ha rOpeHbE.

FaCTPOUHTECTUHANIHUOT TPAKT € CUCTEM Ha
OpraHu KoM BK/lydyBaaT yCTa, XpaHOMNPOBOAHMUK,
CTOMaK, TEHKO Lp€eBO, Ae6eno LPeBO U PEKTYMOT.
Toj ja 06bpaboTyBa xpaHaTa WTO ja jageme 3a Aa
ja nssneuye n ancopbupa eHeprujata, XpaHAUBUTE
MaTepuu, BoaaTa 1 3a Aa v OTCTPaHW OTNnagHuUTe
dekanuu.

FacTpoctomuja nam ractpuuHa tyba nnu r-tyba e
XMPYPLUKO OTBOPae BO CTOMAKOT, BO OBOj C/1y4aj
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ce BMeTHyBa ¢paieKcnbunHa Tyba 3a ucxpaHa
npeKy abaAoMWHANHMOT SUA, U BO CTOMAKOT, 33
43 Ce OBO3MOXKMN AUPEKTHO A0CTaByBaHE HA
coofBeTHa ncxpaHa. MoHeKoraw ce HapeKkyBa
MEr (nepKyTaHa eHA0CKOMNCKa racTpocToma).

leH e ocHOBHaTa $pM3MYKaA egMHNLA Ha
HacnepyBsakrbe. [eHUTe ce NpeHecyBaaT o4,
poauTenn KoH NnoTomum m ce coctaseHun og AHK
Koja coapu nHbopmaumm noTpebHM 3a Aa ce
yTBpPAAT cneumduuHnTEe KapakTepUCTUKN Ha
eAHa NMYHOCT. HeKou reHn aejcTByBaaT Kako
WMHCTPYKUMK 33 ,lundpuparbe” Ha NpoTeEUHUTE.
CeKoj YOBEK MMa MO ABe KOMUKU 0f, CEKOj

reH, No eAeH HacneAeH o4, CEKOj poanTen.
Glycopyrrolate, goara Bo popma Ha MHXaNaTop
M NOHeKoraw ce NpenuilyBa 3a TpeTUupare Ha
npeKkymepHO NPOU3BOACTBO Ha M/YHKa.

XunoTtepanuja 3Hauu ,,Tepanmja co NOMOLL Ha
KOH“, TOa € TepaneBTCKM U pexabuanTaumnckm
TPETMaH KaKo HauyuH 3a nogobpyBsarbe Ha
KOOpAMHaLMja, paMHOTeXa M LBPCTMHA.

BUCOK KpBEH NPUTUCOK UM XMNepTeH3uja ce
cmeTa aeka e 140 / 90 mmHg uam nosumcok. MpsmoT
6poj e cMcToneH NPUTUCOK - CKaTa co Koja Baweto
cpue nymna KpB HM3 Baweto Teno. Bropuot 6poj e
OMjacToneH NPUTUCOK Ha OTMOPHOCT Ha MPOTOKOT
Ha KpBTa BO KpBHWUTE cafoBW. M ABaTa ce mepart BO
MUIMMETPM Ha KmBa (mmHg).

XopMOH e xeMunKanmja npomsBeeHa BO Tes10TO
LITO ja KOHTPOAMPA M perynmpa akTMBHOCTA Ha
cneundUUYHM KNEeTKN N OpraHu.

XunoBeHTUALM]ja € KOora HEKO] He e cnocobeH
[a 3eme A0BO/IHO AN1aboK 34MB 33 pa3MeHa Ha
jarnepog, ANoKcHUa, Co KUCN0POA, WTO pe3yntmpa
CO HUCKM HMBOA Ha KMCNOPOA, BO KPBTA U
3ro/ieMmyBatbe Ha jarnepoaHnoT ANOKCUA,.

Mutybaumja e noctaByBarbe Ha dnekcnbuaHa
NMIaCTUYHA LLeBKA BO AYLWHMKOT (TpaxeaTa) Aa
[enyBa KaKo AMLUIEH NaT MU Aa OBO3MOMKM NaT 3a
HEKOM IeKOBM.

MHTpaTeKanHaTa agMUHUCTPALMjaA € HAuUH

Aa ce 0be3benm faBarbe Ha Tepanuja Npeky
WHjeKTUpare BO ‘pOETHMOT KaHa TaKa WTo Ke ja
[OCTUTHe LepebpocnuHanHaTa TEYHOCT.

Ketoauuposa nnu gujabetnuHa Keroaumaosa
BAMjae Ha NyfeTo Kora HUBHOTO TeNO 3aMnoYHyBa
CO pa3rpajyBatbe Ha MacuTe co ronema b6p3mHa.
LipHKWoT apob rv npouecnpa MacHOTUM BO
ropuBo HapeveHo KetoHu (ketones), wTo
npean3BUKYBa TaNIOXKeEHE HA KMCEIMHA BO KPBTa.

KeToHu ce cyncTaHUMM KOU ce NnpounsseaysBaaT
BO LLPHMOT Ap0b Kora ce pasnoxKysaaT MacHUTe
KneTkn (metabonumsmpaar).

Kudosza nnm noarpbaBeHOCT e UCKPUBYBaHe
Ha ‘pbeToT HaHanpea, LWTO ako e NPeKyMepHO,
MOXKe Aa AoBeae A0 ,Bucerbe” Ha rpbor.

JlenTUH e XOPMOH WITO e NPou3BeAeH 04 MacHO
TKMBO (CKNagmpa eHepruja Bo popma Ha MacTu,
a UCTO TaKa M ro 06BMTKYBA W 3aLITUTYBA TE/NOTO).
Co Toa MMma ynora Bo peryinpareTo Ha aneTuToT.
BoobunyaeHo, 3ronemeHo KOIMYEeCTBO Ha MACHO
TKMBO Pe3yNTMpa CO NOBUCOKMU KOHLEHTPALMM Ha
NenTUH U HaMasyBakbe Ha aneTuT. Cenak, Hekou
nyfe ce MOMasKy YyBCTBUTE/IHM Ha TOA U He To
[L0XKMBYBaaT HaMa/lyBak€TO Ha aneTuT.

MoTopHUTE HEBPOHM Ce HaofaaT BO ‘pbeTHMOT
MO30K 1 BO AeN 04 MO30KOT KOj e NoBp3aH

co ‘p6eTHMOT MO30K. MoTopHUTE HEBPOHU
npeHecysaaT CUTHaN 04, MO30KOT U ‘pbeTHMOT
MO30K LUTO MM KarKyBaaT Ha CKeneTHuUTe
MYCKy/nTe ga paboTtaTt, Koe My OBO3MOXKYBa Ha
TENOTO A3 Ce ABUKMN.

MycKynHa 6uorncuja e Mmana XxvpypLUKa
npoueAaypa co Koja ce 3ema Man NpumMepoK

04, MyCKYZIHO TKMBO 3a 1abopaTopmnCKo
TecTuparbe. O6MYHO ce M3BeayBa NOA JI0KaNHa
aHectesnja. MpMMepPOKOT MOXKe Aa NOMOTHe BO
ANjarHoCTUMLMpPaHbE.

MyTtaumjata e TpajHa npomeHa Bo [JHK cekBeHLUa
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Ha reH WTOo MoXe Aa buae HacnenyBaH co
reHepauunm. MyTtaumjata moKe ga e pesyatar o4
OHK rpelwku BoO Konnpame HanpaBeHU BO TEKOT
Ha KneToyHaTa nogenba.

HasoractpanHa (HI) uutyb6aumja e BMeTHyBare
Ha LLeBKa HM3 HOCOT, KOja MOMMHYBA HU3 rP/J0TO
[0 J,0N1y BO CTOMAKOT 33 Z1a CE€ OBO3MOXM
[laBatbe HA afleKBATHWU XPaHAUBU MATEPUM
(macTu, jarnexnapatv, NPOTENHU, BUTAMUHU U
MWHepanu).

HaszojejyHanHa (HJ) UHTY6aumja e BMeTHYBareTo
Ha L,EeBKa HW3 HOCOT, HWU3 FPJIOTO U KeNyAHUKOT
Ha/Zl0Ny BO TEHKOTO LIPEBO, 32 4@ OBO3MOKM
[aBakbe Ha COOABETHMU XPaHANBU MaTepPUM
(macTu, jarneHu xuapaTn, NPOTENHU, BUTAMUHUN U
MWHepanu).

HebynusunpaHu 6poHxogunartaTopm ce smj,

Ha NEKOBM KOW Ce MCnopayyBaaT KaKo rac u ce
BAMLWYBA BO 6ennte ApoboBU, 0NECHYBAjKU O
OVLIEHETO NPEKY pelakCcMpare Ha MyCKy/IMTe Ha
6ennte Apob0OBU U NPOLLMPYBAHE HA AULIHUTE
naTuwTa (bpoHxu).

HeuHBasuBHa BeHTUnaumja (NIV) kopuctu
noAApLlika Ha AULLEHETO LWTO Ce aAMUHUCTPUPA
NPEKyY MacKa 3a HOC UK INLE.

Numbing Cream e efieH BUA, NOKaNeH aHeCTETUK
KOj Ce KOPMCTM Ha 34paBa, HeoLITETEHA KOXKa 33
Aa ce cnpeyn 6onKka nNpes, oapeseHun npoueaypu,
KaKo LITO € BMEeTHyBakbe Ha urna. PyHKLUMOoHMpa
CO NPUBPEMEHO 34 PBYBakbe Ha KOXKaTa M MecToTo
HaoKony.

OpTOTUCT € fleKap Koj e obyyeH Aa npenuLlysa,
npovssenyBa 1 yrnpaByBa CO OPTO3MW.

OpTO3M e NpoM3BeaeHO NOMAranao WTo ce
BK/10MYBa Ha eKCTpeMuTeTuTe nam ‘pbetoT 3a aa
ce cnpeyun nav NOMorHe gsuxkerbe. Tne moxe
[a ce opTo3u, CMUHANEH eNeK, CNUHANEH KopceT,
opTo3u Ao ryxa (AFOs), opTo3u 40 KONEHO
(KAFOs).

OcTteorneHuja e Kora KOCKeHaTa MUHepanHa
ryctuHa (BMD) e noHMCKa og, HopmasiHaTa
rycTMHa, HO He A0BO/IHO HMCKA 3a A3 CMeTa
[eKa e ocTeonoposa (MeaunLmMHCKa cocTojba
Kaj KOja KOCKUTe CTaHyBaaT KPLUAMBU N KPEBKMU
of rybereTo Ha TKMBOTO). J/leKapoT Ke oapeau
[aNV HEKOj MMa UM HEMA OCTeOoreHuja unm
OCTeonopo3sa co ussenysarbe Ha DEXA cKkeH.

[ecaTtypaumjaTta Ha KMcAopoa 3Hauu
HaMa/lyBakbe Ha HMBOATA HA KMC/IOPOAOT BO
KpBTa.

ManujaTMBHaTa Hera e HTEPAUCUMNIMHAPEH
npUcTan KoH cneunjanusmpaHa meamumnHcKa

Hera Koja MMa 3a Len A4a ja Hamanu TeXXMHaTa Ha
6onecta N1 Aa ja ycnopu HejaMHaTa nporpecuja,
HO He obe3beayBa nekyBare. LlenTta e ga ce
noao6pu KBaNUTETOT HA XKMBOT HA NALMEHTOT U
Ha CEMEejCTBOTO CO O/1IeCHYBakb€ Ha CUMNTOMUTE U
CTpecor.

MET eHpockonuja e XMpypLKa npoueaypa Kage
LUTO BO XeNyAHWUKOT ce BHecyBa LieBKa (Tyba)
HW3 abaoMMHANHMOT sua. OBa NOHeKoraw e
noTpebHO Kora BHECYBAHETO Ha XPaHa Npeky
yCTa He e cooABETHO nopaau gucdarmja unm
aHecTeTU4YHa cegaumja.

MpobuoTnuuTe ce }KMUBU BaKTEPUM 1 TabU Kom
61aroTBOPHO B/IMjaaT BP3 34paBjeTo NPeKy
noaobpyBarbe Ha pamHoTeXKaTa UaM GyHKLMjaTa
Ha HalMTe CTOMa4YHM bakTepun. Tue MoxKaT aa
ce HajaaT NPUPOAHO BO XpaHa MAM KaKo A0AaTOK
(jorypT, Tabnetn, Kancyam n Kecuyku).

Cronmosa ce ofHecyBa Ha CTPaHMUYHO
NCKpUBYBakbe Ha ‘pbeToT.

CKeneTHa 3pesiocT UK , KOCKeHa Bo3pacT” ce
oAHecyBa Ha BO3PACTa Ha CKe/IeTHUOT CUCTEM Ha
[eTETO, LUTO € Pa3/IMYHA CO XPOHO/OLWKA BO3pacT
Ha aeteTto. Kako geTeTo pacTe, ronemmHaTta

1 06IMKOT Ha HEroBUTE KOCKM Ce MEHYBa;
CKeJIeTeHaTa 3pesioCT Ce Mepu NPEKY PEHTreH
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CHMMaHb€e Ha paKaTa 1 3r1060T.

McnuTyBarbe Ha COH ce TeCTOBU CO Ko ce
CHMMa aKTMBHOCTA Ha TENOTO 33 BPEME Ha
CMueHe; TMe MOXKaT A4a CHMUMAAT OTYYKyBakba
Ha CpPLETOo, AMLLIEHE U HUBOTO Ha KMCN0POA, BO
KpBTa.

FeHOT 3a NpeXXKuByBate Ha MOTOPHUOT
HeBpoH 1 (SMN1) o6e36eayBa MHCTPYKL MM

33 M3paboTKa Ha NPOTEMH 3a NPEXUBYBaHE
Ha moTopHU HeBPOHM (SMN). SMN npoTenHoT
€ KOHLEHTPMpPaH BO ‘pPOETHMOT MO30K, HO

ce Haofa 1 HM3 TenoTo. Toj e noTpebeH 3a
oA4pXKyBakbe Ha cneuunjannsnpaHn HEPBHU
KNETKN HapeYyeHU MOTOPHU HEBPOHMU.

leHOT 3a npeXKuByBare Ha MOTOPHUOT HEBPOH
2 (SMN2) nnu pesepseH reH obesbeaysa
WHCTPYKLMM 33 CO3aaBake Ha MPOTEUH 3a
NnpeXuByBarbe Ha MOTOPHU HEBPOHM (SMIN).
SMN NpoTENHOT € KOHLUEHTPUpPaH BO ‘pbeTHMOT
MO30K, HO MOXe [a Ce Hajae W HU3 LenoTo
Teno. Toa e notpebeH 3a oapKyBare Ha
cneumnjanmsmpaHmn HEPBHU KNETKM HapeyeHU
MOTOPHU HeBPOHU. Cenak, HEKONKY PasINyHU
Bep3nm Ha SMIN nNpoTeMHOT ce npon3seayBaaT
o4, SMN2 reHOT 1 camo eaHa Bep3Kja € BO NMoJHa
ronemmHa 1 0BONHO PYHKLMOHANHA 33 Aa U
O4PXKM CNeumjaiu3ampaHmTe HEPBHU KNETKMU.

CnupomeTtpujaTa e TeCT KOj Ce KOPUCTM 3a Aa ce
NPOLLEHN KOKY e fobpa paboTtata Ha benute
ApO06OBUM Ha IMYHOCTA CO MEPEHE KOJIKY
BO34yX TWe BAMLIYBaarT.

TopaKo-nymbanHaTta cakpasaHa opTto3a (TLSOs)
e TBpAa HepekcubunHa optosa (Kopcer)

Koja ro ondaka uenocHoT rpb (TopaKkaneH,
nymbaneH v cakpaneH gen og ‘pbetor). Ce
KOPUCTU 3a A3 AaZe CTPYKTYpPHa NoaapLuKka Ha
‘pbeTor.

Tpaxeoctomuja e onepaumja 3a co3gaBame
OTBOP Ha BPATOT WTO BNEeryBa BO AYLWHUKOT,

33 A MOMKe [a Cce BMETHe LieBKa 3a No/JecHO
Anwerbe Ha nnueTto. OBa moke ga buae TpajHo
AU NPUBPEMEHO.

TpaHCKYTaH KOXKEeH TeCT KOPUCTU HE-UHBA3MBHMU
€/1eKTPOXEMMCKM CEH30PM KOM ce anauumpaat
AMPEKTHO Ha NOBPLUMHATA Ha KOXKaTa, TaKa WTo
NleKapuTe MOKAT KOHTUHYMPAHO Aa ro cieaat
jarnepoaHuoT anokeua (CO?) 3a ga buaat
CUTYPHU AEKa AULLEHETO € COOABETHO.

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

Buaeo ¢payopoCKONCKU TeCT Ha FONTabeTo

nnn moguduumnpaHo bapunymcko rontare e
PEHTreH CHUMakbe BO peasiHO BpeMe, Koj ce
n3BenyBsa, 3a Aa ce cneam oabamnsy npoLecoT Ha
ronTakbe, 3a a Ce NpoBepu Aann ce NoTpebHM
6110 KakBU NHTepPBEHLMUMK 3a besbeaHo
KOH3yMMpakbe Ha XpaHa.

PeHTreH co3gaBa C/1MKa Of, BHATPELLHOCTA Ha
TENI0TO Ha YOBEKOT KOPUCTEjKM pagmjaumja
Hape4yeHa efleKTpoMarHeTHn bpaHoBu.
Pa3nnMyHM TKMBa BO BHATPELUHOCTA Ha Te/N10TO
ancopbupaaTt pasIMYHM KOJIMYNHU Ha 3padetbe
LITO pe3ynTMpa Co CAINKA Kaje WTO KOCKUTE
n3rnegaat 6enm, a MEKOTO TKMBO KaKo LITO

Cce MacHOTMUTe, n3rneaaaT cmeo. benute
Apo60BU n3rnepaaT LPHU NOpaan BO34YXOT KOj
ancopbupa Hajmanky 3paderse.
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MPUSHAHUIA

BnarogapHOCT A0 cuTe KOU ro NoAApKaa pPa3BojoT Ha 0BOj Boauu npeky
o6e3beanyBarbe Ha 04/1IM4HM NOBPATHU MHPOPMAL MK U A03BO/NA 3a CNOAENYyBakbe
Ha cBoute doTorpadumn.
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U3paBau: 3apyKeHune Ha anua co CnmvHanHa MyckynHa Atpoduja - CTOM CMA ng

Ckonje, P.C. MaKkegoHuja
Mpesoa;: Nootyc J - UeHTap 3a eayKaumja n Kocyntayum
PeueHseHTn: A-p Hatanuja AHrenkosa - cneuujanunct negujatap (HEBPOMYCKy/IHK bonecTn)

[Jou. a-p BunjaHa MuTpeBcKa - cneumjanunct (d1smnKanHa meamumHa U pexabunutaumja)
YpenHuK: JeHunua Benkoscka - Npetcenaten Ha 3apyeHne CTOM CMA

MNeuartu: Mpyé npuut JOOEN - Ckonje

TREAT-NMD my gage 003B0/1a 32 NPEBOA M afanTaumja Ha MakegoHCKM ja3uK Ha 34pYKEHNETO
CTON CMA Ckonje. PeueH3ujaTa Ha NpeBOAOT € HanpaBeHa oA, CTpaHa Ha MeAULUHCKK
cneumnjanmctm og obnacra.

3a oprMHanHaTa Bep3ujaTa Ha aHIIMCKM ja3MK NocCeTeTe ro CNeAHUOT IMHK:
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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