Evrysdi

(risdiplam)

Evrysdi e uHauuupaH 3a TpeTtmaH Ha 5q cnuHanHa
MycCKynHa atpocuja (CMA) kaj naumeHTH Ha Bo3pacT oa
2 MeceuM U NocTapu, CO KNMHUYKaA aujarHo3a Ha CMA tun
1, TMN 2 unu TuN 3 UK co eaHa o Yyetupu SMN2 konum.




® oparneH nek Koj
EW"/“{’ € ceszemapoma
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Ce pgocraByBa BO

meUYHAQA
dopma

RN

Ce 3ema co wnpuy
npeky yc ma unu
COHOA 20 UCXPAHA

3emajre Evrysdi Bo ucto BpeMe cekoj AeH
nocne o6pok. OabepeTe Bpeme Ha 3emare Koe e
HajcooaBeTHO Ha BaluaTa cekojaHeBHa pyTuHa.

CaMOCTOJHO UK Co
MOMOLL Ha nuue Koe ce
rpuxmn 3a Bac
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@ HaEvrysdi ke cogpxm

3a agMUHUCTpauuja

Cekoja KyTuja cogpxm:

Luwe, oTnopHo Ha ceeTnuHa, co pacteop Ha Evrysdi u agantep

4 nepopanHu Wnpuuesn 3a nosekekpatHa ynotpeba (Bo nperpaan)

— Asa wnpuua og 6 mL v gBa wnpuua oa 12 mL co rpagyvparsa
Kow ke By nomorHaT ga ja 3eMeTe coogBeTHaTa fosa

- Bawwot 3gpaecteeH paboTHUK nnu dbapmaueBT ke Be coeeTyea
KOj € coogBeTeH 3a Bawarta gosa

— LUNPULIEBUTE HE coapaT urnn

YnartcTteo 3a ynotpeba

BHaTtpeluHo ynatcTeo

Cekorauw yyBajte ro Evrysdi Bo dopuxngep Ha \ ."P.;‘s'_,
TeMneparypa of, 2°C 4o 8°C BO OPUrMHANHOTO WuLLe. .

Evrysdi ce nocraByBa BO CTaKNeHO WIMLLE, Na CeKorall yyBsajTe ro Bo
ucnpaBeHa nonox6a Ha 6e3begHo MecTo HagBOp og aodarT Ha feua.

KunubapHo
LinLie, OTNOPHO
Ha CBeTNUHa, Co

pacTBOp Ha

Evrysdi

ENFit® @ TPpropcka mapka Ha GEDSA.

Apantep
(BMETHaT BO OTBOPOT
Ha WWLWEeTo)

MepopanHu wnpuuesu
3a noBeKkekpaTHa

ynoTpeoa
(s0 nperpagy, komnaTUBUNHKU co
ENFit®)
&7 D
‘-—-_\

YnatcTeo 3a ynotpeba
* BHaTpeLuHo ynaTcTeo



PasroBapajTte co BawmoTt gokrop unu chapMaueBsT 3a KONMYMHATA Ha
neK Koja ke ja 3eMeTe co cekoja jo3a 1 3a roneMuHaTa Ha wnpuu koj B
e noTpebeH 3a cekojaHeBHa agMUHUCTpaLMja.

Cekoja KyTHja coapxu no 2 wnpuuesu 3a nosekekpaTHa yn

op cekoja ronemuHa, 6 mL u 12 mL.

- 3a posu nomanu of 6 mL, Tpeba Aa KOPUCTUTE Nomanu LWnpu
ce rpagyvpanu no 0,1 mL

. 3apnoav o 6,2 mL unu noronemu, Tpeba ga KOpUCTUTE norone
Wwnpuuesmn kou ce rpagympandu no 0,2 mL

MNpawajTe ro BalwmoT 34pascTBeH
paboTHUK KaKo 4a M KOPUCTUTE
opanHnTe WNpUUeBn 3a mepewe
Ha BallaTa gHeBHa 4033

Cekoraw kopucteTe rm
[OoCTaBeHUTe opanHu Wnpuuesn
kora semarte Evrysdi Hukoraw He
KOpUCTETE Naxuua 3a semare Ha

NekoT

3emajte ja posarta Ha Evrysdi
KOja BW € npenuLiada of BalmoT
3gpascTBeH paboTHUK
Pasrosapajte co BalumoT
agpascTeeH paboTHUK Npes aa
ja npomeHuTE Josarta

3emajTe ja gos3aTa cekoj AeH BO
UCTO BpeMe nocne obpok

WNaberHeTe koHTakT Ha Evrysdi
CO Bawarta koxa. AKo [

KOHTaKT, U3MU|TE Mo MECTOTO CO
canyH v Boga

Yyeajre rv WnuneaTta Bo

Yysajre ro Evrysdi Ha
TemnepaTypa og 2°C go 8°C

MpoBepeTe ro gatym Ha ynotpeda
(Discard After) 3a pa He
VHSJTFJE’J‘HT{-: ek CO NCTeveH pokK

YnoTpebeTte ru goctaBeHuTe
LUNpUUEBK NOBTOPHO MOCHe
COOABETHO MUEHE U CYLUEH:E

3a pononHuTenHu MHOpMaLMKU okony 3emameTo Ha Evrysdi,
Be mMonume npouuTtajre ru Apyrure 4ocTanHu matepujany unu
obpareTe ce Kaj BawimoTt AOKTOpP WNK MeAULMHCKa cecTpa.




[Todromobka Ha Evrysdi’

Ha noyeTok, KopucTeTe ro LNPULIOT KOj € COOABETEH Ha BaluaTa [03a Unu

Ao3arta Ha NUUEeTO 3a Koe ce rpuxunTe.

Motoa, 3emeTe ro WKLLIETO CO NeK of hpuxnaep 1M NocTaBeTe ro Ha YyucTa v

pamHa NoBpLUMHA 3@ Aa ja nogroTenTe Joaara.

Evrysdi Tpe6a cekoralu fa ce 3emMa TOYHO OHaKa Kako LUTO & NpenuLlaHo og
BalLVOT 3paBcTBeH paboOTHUK CO KOPUCTEHE Ha LUNPULIEBW KOU CE coapXaT

BO KyTujaTa CO NEKOT.

MNpen agmuHucTpaumja, nornegHeTe ru MHCTpykuMW 3a ynoTtpeba 1 YnateTeo 3a

nauyueHToT.

CnepnHo, HanonHeTe ro WNpUYoT Co nek

OtcTpaHeTe ro kanayeTo TypKajku ro Hagony u noToa

BpTejku ro kana4eto Ha neso. He ro ¢pnajte kanayeTo.

2

MpUTUCHETE O KNWUMOT Ha CPANHUOT WNPUL H3A0NY
3a /1a ro OTCTPaHWTE BO3AYXOT BO OPANHWOT LUNPUL,

3

MocTaBeTe ro WMLWETO BO UCNPaBEHa NO3uUMja Ha
paMHa nospLuHa. BMeTHeTe ro BpBOT Ha LUNPUYOT
BO @f,anTepoT Ha LUMLIETO.

W3berHeTe KOHTAKT Ha BallaTa koxa co Evrysdi.
Axo Evrysdi aojae Bo KOHTaKT CO BalLaTa Koxa,
M3MUjTe ro MeCTOTO CO canyH v Boga. Hema

notpeba Aa HocUTe pakasuLm.

3emere ro unu gajre ro Evrysdi® BegHall OTKaKo Ke ce NoBneve BO WNPULOT.

Axo He ce Aage BO pok 04 5 MMHYTW, He ja 3emajTe Taa [03a, UCnpasHeTe
ro LWNpWLIOT, UCprieTe ja HenckopucTeHaTa KoMHmMHa Ha nek 1
noAroTeeTe HOBa [03a.




Oap eay f o€ Ha posara Ha Evrysdi’

Ta6GenuTe MOXe Aa ce KOPUCTAT 3a Aa ce YTBpAM BawaTa AHeBHa [03a
WNK Ao3aTa Ha BalLeTo [AeTe U Aa ce npoueHn 6pojoT Ha AHEeBHU 403U BO

efHo wuwe:

Bozpacm: 2 meceyu do 2 rodunu ',ﬂoﬂ;a: 0,2 mg/ég‘

25

TenecHa
TewuHa (kg)
3,6-3,9 0,75
4,0-43 0,83
4,4-4.6 0,90
4,7-5,0 0,98
5154 1,05
55-58 113
5,9-6,1 1,20
6,2-6,5 1,28
6,6-6,9 1,35
7073 1,43
74-7,6 1,50
7,7-8,0 1,58
8,1-8,4 1,65
8,5-8,8 1,73
8,9-91 1,80
9,2-9,5 1,88
9,6-9,9 1,95
10,0-10,3 2,03
10,4-10,6 2,10
10,7-11,0 2,18
10,4 2,25
1,5-1,8 233
n,9-12,1 2,40
12,2-12,5 2,48
12,6-12,9
13,0 2,63
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Cexorau 3emajte ro Evrysdi To4HO OHaKa Kako WTo e npenopayaH 3 ‘
0/1 BalIMOT 3apaBcTBeH paboTHMK. PasrosapajTe CO BaWMOT AOKTOP\.
wunu papmMauesT ako MMaTe npailaka BO BpCcKa CO BallaTta fo3a.

Bg;pacm: 2 rodunu uni nocmapu (<204kg) o ,ZZooaa: 0,25 mg/kg

Bozpacm: 2 rodunu wru nocmapu (220 kg) © Joza: 5 mg

TenecHa
TexuHa (kg)

Hozen

Bonymen (mL)

MpouexeT 6poj

Ha AHEBHU QO3M
no wuwe*

8-82
8385

8,6-88

8,9-91
92-9,4
95-97
9,8-10
10,1-10,3

10,7-10,9
n-1,2
1,3-11,5

1,9412,1
12,2:12,4
12,512,7
12,8-13

13,1133

14142
14,3414,5
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16,4-16,6
16,716,9
17-17,2
17375
17,6-17.8
17,9-18,2
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5-mg gukcHa go3a

“MpouexeTvoT 6poj Ha AHEBHM 403K NO WKLIE
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cexojgHesHara ynotpefa, ce 3eMeHu NPeABvA NPy NPOLEHKA Ha ynoTpeSnusnoT BonymeH.
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). BpeaHocTa ce npecMeTyea Bp3 OCHOBA Ha
MuHUManeH ynotpe6nue sonymer of 76 mL no wwwe. [JononHuTenHu aarybu, Kako WTo Ce Many U3NeBaa koW MOXe Aa Ce CnyuaT 3a speme Ha



AaMuH uc MPG-U“J.“ Ha Evrysdi’ ﬂpeky coHda A xponewe

1

CraBeTe ro BpBOT Ha WNPMLOT Bo G- unu NG-
coHpaTa.

BaBHO npUTUCHETE ro KMNOT Hagony 3a Aa ja
Aapete Lenara 4o3a Ha NeKkoT of LUNpuLoT.

2
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lMpoBepeTe ganu ocTaHan nek BO WNPULOT.

WcnnakHeTe ja coHpgaTa 3a ucxpaHa co Boga
{10 mL - 20 mL) BegHaw no gasake Ha gosaTa.

OpanHuTe WNpULEBHK ce crieuMjanHo guaajHupaHu Aa 6uaar koMnaTubunHu co

ENFit® cUcTemMOT. AKO Baluara COH/Aa 3a UCXpaHa He e komnaTubunHa co ENFit® ke

Tpeba na kopucTuTe ENFit® KOHeKTOp 3a 4a ce NoBp3e WNPULOT CO G- unu NG-

coHpara. Obparere My ce Ha BallMOT AOKTOP Unu hapMaLieBT BO BPCKa CO
AocTtanHocTa Ha ENFit® KOHeKTOpK BO Balara 3emja.

3anoseke uHhopmaumK, nornegHere ro fenot PeuyHuk Bo osaa Gpowypa.

Baxuu nomcemuuyu

KO NTeKOT He e LeNoCHO NPOoronTaH UNKU HacTaHano noBpakate

He naBajte HoBa f03a Ha Nnek TOj AeH.

MoyekajTe Ao HapeAHWOT AeH 3a Aa ja 3eMeTe HOBaTa 4033 BO BOOGUYAEHUOT
BPEMEHCKW nepuopa Ha Ao3upatse.

AKko e nponywTeHa go3ara

- llosaTa Tpeba na ce seMe BeAHaLl HO He nocne 6 yaca of BooBUYaeHNoT
BPEMEHCKM nepuog Ha ao3uparse.

* Ako nomuHane noseke of 6 Yaca, NpeckokHeTe ja NponyLUTeHaTa 4o3a U 3emeTe ja
unu dajTe ja cnegHaTa [03a BO perynapHUOT BPEMEHCKU Nepuog HapeaHNoT AeH.

Evrysdi Tpeba ga ce 3ema nocne o6pok. Kaj noeHunt-a kou ce
pojar, Evrysdi tpeba na ce nane nocne goetwe.

Evrysdi He TpeGa aa ce mewa co Mneko Unu mnevHa opmyna.

G-, racTpoCcTOMHa coHaa; NG-, Ha3loracTpu4Ha CoHpa.




ﬂocne 3eMame Ha Evrysdi’

Uamujte ro wnpuuoT
(wnpuuesuTe MOXaT Aa ce yrnoTpebysaaTt ce AoAeKa He
fobueTe HOBW CO BaLLETO HOBO NakyBaHe)
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P

, | Cekoraw

OTcTpaHeTe ro KNUNoT OA LUMPYLOT. MUjTE ro WNPMULIOT U KNUNOT COo paue,
HUKOrall He T'1 cTaBajTe BO
MalluHa 3a caloBu.

2

e cnyepH, AeTepreHTu, cpeacTtea Kou

WcnnakHeTe rv ABaTa Aena co YucTa cOoApXaT arnkoxon Unu CrNuYHu cpegcTea

soaa. He Tpeba ga KopucTuTe canyH.
3a 4aro MaMmueTe WNpuuoT
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OTkako ri M3MUBTE, OCTaBeTe v aa
ce UcyLwar Ha YnucTa noBpLlunHa a

1OTOA CKMONETE 1 MOBTOPHO. CrnepeTte rv nokanHute bapatsa 3a

oTcTpaHyBate Ha Evrysdi®.

4 e
e la
W3mujte cn rv payeTe co C ™y B o ' MHdopmupajte ro BawnoT 3apaBcTBeH
BOAA MOCINe MUeHe Ha LNpy / paboTHUK ako Bue unu nuuero 3a koe ce

k rpuxuTe nma BUNo KakBu HecaKaHu peakuum,



Pexnuk

Kpatku mHucgopmauyumn og YnaTcTBOTO 3a NAaUMEHTOT

TepanesTcka WHANKAUKjA Hemojre na ro zemate Evrysdi
i € uHanLMpar 3a 1pe n * a0 Bue i Bawer + €

R Adanmep 28 wuwe

Wit ran 2 unu

SMN2Z Konum . ACKTOP MnK o we unw Bay T AnanTepoT 3a Wuwe e Aen oA wuweTo co Evrysdi® koe My nomara Ha opanHuoT Wwnpuy
Kako dryrkumonapa Evrysdi ',‘ 5 e B o e ¥ BO NpoUeCcoT Ha NOAroTOBKa Ha Ao3a 04 NeKkoT.

Risdiplam, aktMBHaTa Cyncranuym|a Ha

MyCkynute 270 co CMA MOMHMW HECaKaHn peakunm

Konekmop

HECAKANN PEAKUMA. NAKD HE CEXO] T A0GMB KoHekTop e ManoTo napye Ha KpajoT 04 HaABOPELLHMOT OTBOP HA COHAATA 3a UCXPaHa
Muory yecti. moxe aa ce fojasar kaj nosexe oA 1 ¢ Koe oBo3mMoxXyBa Ge3beaHo NpUUBPCTYBatbe Ha OPanHUOT WNPYLY 3a BpeMe Ha
aaMuHWCTpauujata. OpanHuTe wnpuuesy Ha Evrysdi ce cneuvjanHo guaajHupann aa
6uaaT koMnaTuBunHm co cuctemoT Ha ENFite,

Kako aa ro zemare Evrysdi
( oraw kopucrere ro Ev

we Bue uin . ol 20 1 Cn D Frirarriie AKO coHpaTa 3a ucxpaHa He e komnaTubunHa co ENFite, ke Tpeba aa kopueTuTe KoHeKkTop
sdh. He . 3a Aa ro noBp3eTe WNpUUoT co Bawarta G- unu NG-conga. Pasrosapajte co Bawwot
AOKTOP WNK hapMauesT 3a KOHeKTOpWTe AocTanHu Bo Bawara semja.

3a cuctemot Ha ENFit® MoxeTe Aa go3HaeTe noseke Ha Be6 cTpaHvuaTa Ha AobasyBayoT
Ha rnoGanuu eHTepantn ypeau (GEDSA) http://stayconnected.org/enteral-enfit. GEDSA e
opraHu3auuja (popmvpaHa aa NOMOrHe BO BOBeAYBak-e Ha MefyHapoAHM CTaHAapan Kaj
KOHEKTOpUTE Ha MEANLMHCKUTE NOMarana - COHAWU.

noT Breryea BO BHaTPeLUHOCTa Ha WNPULOT U CO Heroea NoOMOLW ce nosnekysa
OCT BO WUNPULOT, 8 CO CTUCKaH-€ Ha KNUMNOT Ce MCTUCHYBa TeYHoCTa.

Lnpwy e anatka koja ce KopucTyY 3a AaBare Unu ,aAMUHUCTpUpakse* Ha nek. LLinpuuesuTte
KOu ce jocTaByBaart 3aefHo co Evrysdi um nomaraat Ha nyreto co CMA aa ro semaT nekor
Mpeky ycra unu coHAa 3a Ucxpawa.




Evrysdi e

3a JOoeHYMHba, Aeua, TUHejLlepu u Bo3pacHu nuua co CMA
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3a noeeke uHghopmayuu obpameme ce kaj Bawuom
dokmop, ghapmayeem u/unu MeduyuHc :




