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IHbopmauisa, onybnikoBaHa y Wit 6poLypi, HOCUTb PEKOMEHAAUIMHWUIA XapaKTep Ta He 3aMiHIOE KNiHIYHOrO BeAEeHHA NaLieHTiB, NPUAHATOTO Y
KOHKPETHUX MegMyHMX ycTaHoBax. Lleit nocibHMK Tak camo He 3aMiHIOE iHAMBIAYAaNbHOro NigxoAy KOHKPETHOro Nikapa Ao nauieHTa. L
pekomeHaauii cnif NoeaHyBaTM 3 MEAUYHUMWM PEKOMEHAALISMM | BalMM iHAMBIAYaNIbHUM 340POB'AM Ta KOHKPETHUMWM CMMMTOMaMM, AKi
MOXYTb BUMAraTu AiarHOCTUYHUX npoueayp abo cneundivyHoi meguuHoi gonomoru. MpUiimatoumn pilleHHA Ha OCHOBI LbOrO AOKYMEHTY, BU
TOYHOCTi | NOBHOTU iHPOPMaLLi, WO MICTUTbCA B L1 BPOLWyYpi, MU HE MOXKEMO rapaHTyBaTW ii TOYHICTb, @ NiKYBaHHA MaLEHTA Yy KOXHOMY
KOHKpeTHoMy BUNaaKy Tpeba niabupaTu iHaMBigyanbHO.
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1. BCTYII

M's3oBa guctpodist JlromeHa - KOMIUIEKCHHH Ta
CKJIQHUN JUIS PO3YMIHHS Ta BEACHHS JiarHo3. Y
el CBIT HE BXOHATH O0OpOBITBHO. Acorialis

M'szoBoi  mucTtpodii, barbkiBchkuii  [Ipoekt
M's30oBoi  muctpodii (PPMD), Treat NMD Ta
BceecBitns  Opranizanis  /romena (UPPMD)

pO3YyMIIOTh CTpPaXKJaHHS 1 TPUBOTY, 5KI OaTbKU
BiZIUyBaIOTh MICJI MOCTAaHOBKH IILOT'O AiarHo3y, W
YCB1AOMITIOIOTh HEoOXiIHICTh MOANBIIOT
nigTpuMkd. Ha BamioMy nuisxy 3 UM J1iarHO30M
yciM HaM BaXJIMBO, MO0 BU 1 Bamia JAUTHHA
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Ile — noci0OHMK, y IKOMY BHCBIiT/IeHO
"MeauuHi" acnekTH M's130B01
auctpoddii Jromena; ane 3aBxIu CJIijg
nam'siTaTtu, 1o npodJjemMa He
00MeKyEThCSI MeIMYHUMH
nuTaHHAMU. [1es1 moasirae B Tomy,
1110, 32 YMOBHM MiHiMi3amii Mequ4HNX
npoodjeM, Bala JTUHTHHA 3MOXKe
NMPOJAOBIKYBATH KUTTS, 2 BH 3MOKeTe
NPOAOBIKYBATH 3aJTHIIATHCS ciM'€l0.
Bapro nam'sataTu, mo 6inbmicTb

aiTeid 3 M's130B010 TUCTPOPicto
Jlromena - macjauBi XJaomnmui, i
OinbIIiCTH ciMell CIpaBJIAIOTHCA 3

OTPUMYBANU HaWKpalmuid [OTJIS, MIATPUMKY Ta
pecypcu. ToMy MU BcCi pa3oM IparfoBalid Haj
CKJIaJJaHHSIM OHOBJICHOI'O0 CIMEHHOro IOCIOHHKa 3
M1 2018 poky. CHTYaLi€l0, M010/1ABIIH NEPIIHH IMIOK

BiJl MOCTABJICHOI' 0 AiarHO3Y.
M's30Ba jauctpodis [liomeHa BiTHOCHUTBCS 10

Kjacy M'S30BHX 3aXBOPIOBaHb IiJ 3arajabHOI0
Juctpodinomnarii

Enizaber Bpyw™m, BececBithst opranizantis 3

M's30B01 uctpodii romena (UPPMD)

Ha3BOIO  «IUCTpOdiHOMATI).

pO3BHBaIOTECS Ha (oHI Opaky M'si30BOro Oulka
mucTpopiHy W MOXKYTh MaTH SIK BaXKKI (PEHOTUMIYHI O3HAKU (BUAUMI CHUMIOTOMH) M'S30BOI
muctpodii JlromeHa, Tak i MEHIII BUpPa)KeHi, ajieé BCe K MIHJIUBI (DEHOTHUMIUHI NMPOSIBU M'SI30BO1
mctpodii bekepa. /s npoctotu po3yminHs y mboMy [1ociOHUMKY HTHMETBHCS MEpeBakHO MPO
M'si30BY auctpodiro Jromena, nami — M.

[ociOHMK mpu3HaueHO i OaThKIB HA €Talli MIarHOCTYBaHHS Ta PaHHBOI CTajil 3aXBOPIOBAHHS,
a Takox Ui ocid 3 miarHosom MJIJI. JIns minmedt mporo AoKymeHTa 3BepTaHHA Ha "BU'"
cTocyeThes oci0 3 giaraozom M.

INEPEYMOBU CTBOPEHHS "PEKOMEHJALIN 3 JOTJISATY"

Pexomenparrii 3 qorsay 3a mamieHTaMu 3 M’s30Bot0 Auctpodiero [romena Oymu po3pobieHi 3a
niarpuMkn LleHTpiB 3 koHTpomo Ta mpodinaktuku 3axBoproBaHb CHIA (CDC) i1 Bigomi B
CHIBTOBapUCTBI sk «Pexomenaaii 3 Jorsay». SIk opuriHaibHi, Tak 1 OHOBIIeH1 «PexomeHnaaii 3
JOTIIATY» TPYHTYIOTBCSL Ha pe3ylibTaTax MacIiiTaOHOro JOCTIKeHHs OararonpodiibHOI Tpynu 3a
yuacTio 84 excneptiB 3 M/IJl 3 pi3Hux kpaiH. BoHu mpoBenu He3alekHY OLIHKY METOMIB
JOTJISAY, 110 BUKOPHUCTOBYIOTHCS y BeneHH1 mamieHTi 3 MJIJI, mo0 BU3HAYUTH HACKUIBKU
«HEOOXITHUM», «IPUUHATHUM» a00 «HENPUUHATHUM» € KOKEH 3 HUX Ha pI3HUX CTaaifx
3axBoproBaHHA. B minomy exkcneptu posrisaHynu noHan 70 000 pizHux cuenapiis. Lle go3Bonuio
BU3HAYUTH OCHOBHI MPHHITUIIH, 5Ki, 3a 3TOI0K0 OLIBIIOCTI, PEACTABISIOTh «KpaIlli MPaKTHKI
nornany 3a nanientamu 3 MJIJ[. OHoBieH1 pekoMeHqaii 0yino po3poOIeHO TAKUM Ke YHHOM.
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[Toci6auk 3 MIJl mis cimeir 2018 poxky moemHaB y cobi pe3yiabTaTh OCTaHHIX MEIUYHHX
JOCHIKEHB 3 JOTJISIY 3a MallieHTaMu 3 M s30Boto auctpodieto Jromena (MIJ]). SAx mepra,
TaKk 1 OHOBJEHa peAakiii mociOHuka Oymu po3poOieHi 3a miaTpuMKH LIeHTpiB KOHTPOMO 1
npodinaktuku 3axBoproBanb CHIA (CDC) y cmiBmpami 3 IHIIQTUBHUMHU TpylnaMu Ta
acoliamielo 3 BHBYCHHS METONIB JiKyBaHHsi Heipom'szoBoi mnatonorii (TREAT-NMD).
JokymenTtu omyo6uikoBaHi y kypHani Lancet Neurology Ta mocTymHi A O3HaOMIIEHHS Ha
caiitax PPMD, MDA, UPPMD, TREAT-NMD 1 CDC. Kpim Toro, 3aBasku 3ycmuisim TREAT-
NMD Ta UPPMD Ha caiiti TREAT-NMD € nepexnaau nokymenTa 6ararbMa MOBaMH.

3 KOXHO1 BY3bKOT CHEL1aJIbHOCTI MiArOTOBJIEHA OKpEMa CTaTTs JJIsl OUIbLI TNINOOKOr0 pO3yMiHHS
cienr(iki KOHKPETHOTO HampsMKy mpu JikyBaHHi. Lli crarti omyGumikoBani y 2018 poui B
xypHani Pediatrics, Tom Pediatric Supplement, odiniiiHomMy >xypHani AMEpUKaHChKOT akajaemil
neziaTpii, Ta JOCTYIHI Ha 3a3HAYE€HUX HIKYe BeO-calTax.

MOCUJIAHHSI HA OCHOBHUM JOKYMEHT:
CANUTHU IHOOPMALIMHOI NIATPUMKU:

www.mda.org
WwWw.parentprojectmd.org

www.treat-nmd.eu

https://worldduchenne.org/

ONYBJIKOBAHI «PEKOMEHIAIII 3 JOTJISITY »

e JliarHOCTMKa Ta BeJIeHHs M's30Boi auctpodii [lromeHa, HoBa pepakiis, yacTuHa 1:
JliarHOCTYBaHHS, HEHpOM's30Bi, peaOuTiTaIliiiHi, €HIOKPUHHI aCHEeKTH Ta OCOOIMBOCTI
YCYHEHHS pO3JIaJ{iB CHCTEMH TPABIICHHSI, YIIPABIIHHS XapuUyBaHHSIM.

e JliarHOCTMKa Ta BeJIeHHs M's130BOi aucTpodii [lfommeHa, HoOBa pemakiis, yacTuHa 2:
JuxanbHa, ceprieBa, 1 OpTONeAMYHAa Teparii, 3[0pOB'st KICTOK.

e JliarHOCTMKa Ta BEJICHHsA M'A30BO1 aucTpodii J[rolieHa, OHOBIEHa Bepcis, yacThHA 3:
[TepBuHHA MenMYHA JIOIOMOTa, HEBIAKIIAHA JOMOMOTra, ICUXOCOIiaTbHa Teparnis, BUAH
JIOTJIAlY B 3QJIEKHOCTI B1Jl €TAIly SKUTTH.

IHOCHUJIAHHA

e CDC: www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html

e barbkiBChKHIA TPOEKT 3 M'130B01 quctpodii: Www.parentprojectmd.org/careguidelines
e MDA: www.mda.org

BcecBiTHs opramnizaris 3 M's130B01 auctpodii romena: https://worldduchenne.org/

e TREAT-NMD: www.treat-nmd.org/dmd-care



http://www.mda.org/
http://www.parentprojectmd.org/
http://www.treat-nmd.eu/
https://worldduchenne.org/
http://www.cdc.gov/ncbddd/musculardystrophy/care-considerations.html
http://www.parentprojectmd.org/careguidelines
http://www.mda.org/
https://worldduchenne.org/
http://www.treat-nmd.org/dmd-care
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Hesposoris PeabiniTawis
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2. IK KOPUCTYBATHUCA ITIOCIBHUKOM
KOPUCTYBATHUCA IOCIBHUKOM MO’KHA IBOMA CIIOCOBAMMU:

1. 3ocepenuTucs Ha KOHKPETHIHN cTajii 3aXBOPIOBAaHHS;
2. 3ocepenuTHCs Ha KOHKPETHIH 00sacTi Teparnii.

Hacrymuauit po3ain, Bratouatoun Tabnuirio 1, BimoOpaxkae moetamHuii mepedir 3aXBOprOBaHH. Y
MOCIOHUKY HABOJIUTHCS OIJISI/T ICHYFOUUX TePANeBTUYHHUX MIAXOIIB.

SIK1Io BM XoueTe JeTalbHillle 03HAHOMUTHCS 3 TUTAaHHSAMH BEJCHHS 3aXBOPIOBAHHS, 110 MAlOTh
JUIS Bac 3HaYEHHs 3apas3, IPOCTO 3HAMAITH iX y 3MICTI.

®OPMYBAHHA I'PYIIA JOTJIAAY

Benennss M1/l Bumarae OGararonmpoguIbHOTO MiIXOAy i BCEOIYHOTO CIIOCTEPEKEHHS JIIKapiB.
Crenianict 3 HEPBOBO-M'SI30BUX 3aXBOPIOBaHb (HANpPUKIIAL, AUTSYMN HEBposor) Oyae y rpynmi
MPOBIAHUM JIIKapeM, Ha SKOT'0 IMOKJIAJA€ThCs BiAMOBINATBHICT 32 BEICHHS MaIlieHTa. Y MIpy
JOpOCIiIIanHs 11 (QYHKIIST MOXe NepeiTH 10 HeBpojora, SKUH NpaIioe 3 JIOPOCIUMHU
nanieHTaMy. | Byke BIH cTaHe MPOBILAHMM JiKapeM y Bawid rpymi BeaeHHs MJI/l. KmtouoBum
YJIEHOM TPYNH € KJIHIUCT, SKWWA 3a0e3ledye CIUIKYBaHHS Ta OOMIH i1H(OpMAIIE0 1100
JTIKYBaHHS MDK WIEHAMH IPYIIH, @ TAKOXK MK BaMH 1 rpyrnoro, abo Mix rpymoro JikyBaHHs M/
Ta BallMM OCHOBHUMHU JiKapsMmu (Temiatp, CiIMEWHUH Jikap Ta iH.). SIkmo rpyma ¢axiBiiB He
BKJIFOYAE KOOPJIMHATOPA, Ji3HAKTECS, KOMY CIiJ TeleoHyBaTH B pa3i BUHUKHEHHS MUTaHb Ta
HEBIJKJIAIHUX CUTYAIIIH.

Ile KepiBHUIITBO JO3BOJIUTH BaM €PEKTHBHO OpaTh y4acTh B MPOLECI OTPUMAHHS KOMILUIEKCHOT
MEeAMYHOI JormoMoru. Bamr npoBigHM cHerianicT 3 HEPBOBO-M'S30BHX 3aXBOPIOBaHb MOBHUHEH
BpaxoByBaTH yci morTeHuiiHi mpobnemu MJIJI Ta mae Oyt o0O0i3HaHUI 3 HEOOXiTHUMHU
TKYBaJIbHO-TIPO(ITAKTHYHUMH 3aXO0JIaMH, SIKI € OCHOBOIO HAJIC)KHOTO JOTJISITY, 3 MOXIIUBICTIO
3ally4yeHHs BY3bKHX CHEIiaicTiB. Y MIpy Balloro JOpPOCIIIIaHHs, HEOOXIJHICTh BTpyYaHb, TaK
camMo, fK 1 HEOOXiTHICTh y4acTi TOTO YW IHIIOTO CHEIiallicTa, MOXYTh 3MiHIOBaTuca. Y
[TociOHMKY TTOKa3aHO 3B'SI30K MK €TarmaMu JKUATTA Ta obmactsmu tepamii MJIJ] (Mamonok 1).
He Bci BumeBkaszani Jikapi OyayTh HEOOXIIHMMH Ha TiM YW I1HIIA cCTajii, ajge Ba)KJIMBO
MIePEKOHATHUCS, IO BC1 BOHH € JOCTYIMHUMH 1 IO Balll KOOPAWHATOP CIIBIpPAIlOE 3 (axiBIsIMU Y
BCIX 00JacTsX.

VY uentpi rpynu npornsay 3Haxoautecss BU - BakimBO, mo0 BM 1 Bama CiM'st aKTHBHO
cniBIpanoBa/u 3 JikapeM, sKuil KOOpIuHYe Bale JikyBaHHsa (MaitoHok 1).

CTAJII M’SI30BO1 TUCTPO®II JIOIIEHA (TABJIMAIIS 1)

MJIJI — 3axBOproBaHHS 3 MOBUILHUM Iepe0iroM. Mu BUALTIIN KIH04OB1 cTanii nepediry M/,
o0 JOMOMOITH BaM Tepen0ayuTH HEOOXigHI pEeKOMEHAamii 3 JOrjsay JUisi KOHKPETHOTO
nepiofy. Xoua nmomiOHUN PO3MOIIT HA CTafdil € JOCUTh YMOBHUM, BiH MOXKE OyTH BKIMBUM IS
BU3HAUEHHS PEKOMEHJIOBAaHMX BHUIIB MEAMYHOI JOMOMOTH Ta JIKYBaJIbHO-MIPODITAKTUYHUX
3aXO0/iB HA KOHKPETHOMY €Talli, Ta 4Oro BaM CJIiJl OYIKYyBaTH Ha IIbOMY €Tari BiJ M€IUYHOTO
MepCoHAITY.
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1. ATATHO3 (paHH€E AUTHHCTBO)

VY OimpmiocTi miTeli Ha NMPECHMMNTOMATUYHIA crazii (MoBHa abo Maie TOBHA BiJICYTHICTh
cumnitomiB) M/IJ] He miarHOCTYEThCS, OKPIM CHTYaIIlid, KOJM JiarH03 MPUCYTHIA y CIMEHHOMY
aHaMHe31, a00 3 sKoi-HeOyAb MPUYMHM MPOBOJMIINCS JOCIIPKEHHS KpoBi. [HOMI MpUCYTHI Taki
CHMIITOMH, SIK 3aTPpHUMKa MOTOPHOTO (I1i3HO IOYaB MOB3AaTH/XOANUTH) Ta MOBHOI'O PO3BUTKY, aJie
BOHU HE € SICKPAaBO BUPAKCHUMH, 2 TOMY YaCcTO HE PO3I3HAIOTHCS Ha Iii cTaaii.

batbku 9acTo mepummMu MoMivaroTh 0OCOOIMBOCTI Y PO3BUTKY CBO€T TUTHHH, EPUIUMH 33aI0Th
MUTaHHS, CaMe BOHH MPUKUMAIOTh PIICHHS MPOIOBXKHUTH JOCIIKCHHSI, 1100 MOSCHUTH MTOMIYeH1
3aTPUMKH PO3BUTKY. AMEpPHKaHChbKa aKajaeMis meaiaTpii po3podmia IHCTPYMEHT, IO JI0IoMarae
0aTbkaM OIIIHUTH PO3BUTOK CBOET JAUTWHU, BHU3HAUUTH MOXJIMBI 3aTPUMKHU Ta 3allHATHCS
BHUPINICHHAM IIMX TpoOJeM 3 JiKapsiMH TEpBUHHOI JIaHKH. Lleil iHCTpyMeHT MOKHA 3HaiTH 3a
mocuaaHHsIM WWW.motordelay.aap.org

Hna ciM'i, sxka oTpumana HIATBEp/pKeHHS niarHosy MJIJI, Haa3BUYailHO BaXXJIHMBOKO €
NICUXOJIOTIYHA Ta comianpHa miarpuMka. OtpumanHs giarHozy MJIJI € copaBxkHIM
BUTIPOOYBaHHAM. 3'IBIISETHCA TAaK OaraTo MUTaHb O€3 BIAMOBIAEH, 1 CiM'T 4acTO BiTayBaroTh cede
CaMOTHIMU Ta CTypOOBaHMMH, HE 3HAIOYM, 10 KOro 3BepHyrucs. IlpeiacraBHUKM NEepBUHHOI
JIAHKHM Ta CIELIANICTH 3 HEPBOBO-M'SI30BHX 3aXBOPIOBaHb MOXXYTb OyTH OCOOJIMBO KOPHUCHUMH
MPOTSATOM I[BOTO 4Yacy, JOIOMaralud HaJaroAWTH 3B'S3KH  CiM'T 3 opradizamisMu
(marieHTChKUMHM, OIaroJIMHUMHK ) JUIsi OTPUMaHHS pecypciB, iHGopMarlii Ta MiATPUMKH OaThbKaM 1
pomunam. Y CIHA opranizanis PPMD po3pobuna cnemiagbHy CTOPIHKY 3 pecypcamu, sIKY
0aTbKM MOXYTh BHUKOPHCTOBYBATH B SKOCTI JOMOMOTH MPOTATOM MEPHIMX 3 MICSIB TicCIs
moctaHoBku giarHozy (Www.ParentProjectMD.org/Diagnosis). ¥ BenukoOpuTaHnii opraxizaitis
Duchenne UK po3pobuia mociOHUK ajas ciMei, 1o BIepine CTHKHYIHUCSA 3 giarHozoMm MJIJ]
(https://www.duchenneuk.org/Pages/FAQs/Category/what-to-do-when). Opranizaris Muscular
Dystrophy UK (MDUC) npomonye minuii kataimor pecypcis (https://www.musculardystrophyuk.
org/about-muscle-wasting-conditions/duchenne-musculardystrophy/duchenne-resources/). Kpim
uporo, y PPMD i MDA € indopmaniiini pecypcu mpo 3aXBOpPIOBaHHS, po3po0IieHi creniaibHO
Juig OpatiB, cecTep Ta IHIIUX poauyiB IuTUHU 3 MJIJI. 3B'A30Kk MiclleBUMM OpraHizalisiMu
3aXUCTY MAIlIEHTIB IOMOMOXKE BaM Ji13HATUCS MPO HASIBHI PECYPCH.



http://www.motordelay.aap.org/
http://www.parentprojectmd.org/Diagnosis
https://www.duchenneuk.org/Pages/FAQs/Category/what-to-do-when
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2. PAHHSA CTAIS 31 3BEPEXXKEHHAM 3IATHOCTI CAMOCTIMHO XOAUTH

(muTHHCTBO)

Ha panniii craznii, Koy 31aTHICT CAMOCTIHHO XOUTH 1Ie HE BTpaueHa, y JiTel
cnioctepirarotbes "knacuyHi" cumrromu MJIJI. Jlesiki 3 TUX CHMITTOMIB MOXYTh OYTH CIIa0KO
BUpaKEHUMH. J[0 HUX BITHOCSTHCS:

e TpynHOIIi B MTHATTI TOJIOBH

e JluTMHA HE XOIUTH 10 15 MicsIiB

e Tpynnoui y xons61, 6iry abo niiHIMaHH1 cXo1aMu

e CroorukaHHs 1 4yacTi nagiHHs

e Tpyanomi 31 cTpuOKaMu Ta MiICTPUOYBAHHIM

e [IpoGiemu 3 MOBICHHIM

e [lorpeba y nomomosi, o6 BcTaTu 3 MiAJIOrH, a00 epedrupaHHs pyKaMH, 100 3BECTUCS

Ha HorH (1uB. mpoda ["'oBepca, MaTIOHOK 2)

Mamonok 2. [Ipo6a I'oBepca
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JInTKOB1 M'sI31 BUTTIAAI0Th 30UTbIIIEHUMU (TICEBIOTIIEpTPOdis);

I1ix yac xoa601 po3CTaBIsiE HOTM HAPI3HO;

XO0IUTh HAa HOCOYKAX, IEPEBAIIOIOYKCH 3 HOTH Ha HOT'Y;

XO0IUTh 3 BUIIHYTUMH I'PYABMH (KpyTJIa, ciuionoiona abo BUTHYyTa CIIMHA);
[Tinsumenuii pisenp kpearnHkinazu (KK) - ¢gepmenTy, 110 BUBUIBHAETHCA M'sI3aMU TIPU
ix momkomkeHHi. ko piBeHr KK y cupoarui kpoBi mepesuirye 200, HeoOXiaHO
MIPOBECTH J10/1aTKOB1 aHami3u Ha M1 /1;

e [ligBumenuii piBenbp mneuinkoBux ¢epmeHTiB AJIT a6o ACT (y pa3i BusSBICHHS
ninBumieHoro piBHA ACT a6o AJIT Takox peKOMEHAYEThCS IPOBECTH JOJATKOB1 aHAII3N
Ha MJIJ1. [loganeiie qociyKeHHS CTaHy MEYiHKHA MPOBOAATH TUTBKH IIiCIS BUKIIOUEHHS
JiarHo3y M's130Boi JUCTPOdii).

JIATHOCTHUKA M'SI30BOI JUCTPO®II JIOIIIEHA

Sxmo BuHMKIA mino3pa Ha MJIJI, To Halvacrimie mepmuM JOCTIDKEHHSM € aHalli3 KPOBi 3
metoto 3'sicyBanHs piBHsA KK. V xBopux va M1/l pisens KK B 10-100 pa3ziB mepeBuIye Hopmy.
[Tpu minBumenomy piBHi KK pexomenayeThes mpoBECTH aHAIi3HM, CIPSMOBaH1 Ha TOMIYK 3MiH Y
JHK (renernuyHux wmyrariii), xapakrepaux it MJIJI. Ha npomy erami morpibHa normomora
TeHETUKIB. 3 HUMH TaK0XX MOXHa Oyze 0OroBOPUTH pe3yNbTaTH JOCIIKEHHS, IK BOHU MOXYTh
BIUIMHYTH HA Bally AUTUHY Ta, MOXJIMBO, Ha 1HIIMX WIEHIB ciM'i. [[ilarHO3 4acTo CTaBIsAThH BiKe
Ha paHHI{ cTaii, KOJH 31aTHICTh XOAUTH II[e HE BTpaueHa.

MNCUXOCOUIAJIBHI ACTIEKTH, HABYUAHHS TA ITOBEJIITHKA

[TamienTn 3 M'A30BOIO AMCTPOdi€l0 YacTille BiA IHIIWX MAarOTh TPYIHOINI 3 HAaBYAHHIM Ta
KOHTpOJIEM TMOBEMIHKH. JlesKi 3 X TPYTHOIIIB MOB'I3aH1 3 OpakoM AUCTPO(iHY y TOIOBHOMY
MO3KY, IHIII € HaciiKoM (i3MYHMX oOMexeHb. Taki mpemnapaTtH, K CTE€pOiH, MPUHOM SKHUX
NMPU3HAYAIOTh Ha paHHIA a0o MWi3HIM cTagiax (IUB. HIDKYE), TaKOX BIUIMBAIOTh Ha
MCUXOeMOLIHUN cTaH. [leski niTH, M0 OPUWMAIOTh CTEPOINM, 3a3HAIOTh TPYTHOIIIB 3
CAMOKOHTpPOJIEM, VYIIPABIIHHSAM THIBOM, IE€pernagaMi HAcTPO0, KOHILEHTPAIIEI0 YyBaru Ta
NaM'sTTIO; y 1HIIUX TaKUM MpPoOjIeM He BUHUKAE. SIKIIO Yy JUTHHM CIIOCTEPIraroThCs 3aTPUMKHU
PO3BUTKY Ta/ab0 KOTHITHBHOI (YHKIIi, NCUXOJOr a00 HEHpONCUXOIOr JOMOMOXE BHUSIBUTH
KOHKpETHI MpoOyiieMH W JaTh peKOMEHJAIil MO0 IOBHOTO PO3KPUTTS IMOTCHINANY IUTHHH.
EmoriitHi Ta MOBEMIHKOBI pO3Jad TPAIUISIOTHCS YacTo, 1 MOYMHATH 1X YCYHEHHS IMOTPiOHO
SIKOMOTa paHime. Y oMy BaM JOMOMOXYTh AeeKTonaor Ta ncuxonoru. Ciij TakoX OLIHUTH
MOBHI HAaBWYKH, [0 MOXE JIOMOMOITH BHU3HAYUTH HEOOXITHICTH IMOUYATKY JIKyBaHHS. SKIO
Ballla CiM's BI4yBa€ TPYIHOILI 3 CAMOCTIHHHUM MOIIYKOM PECypcCiB, BaM JIOMOMOXKYTh COIIIalIbH1
npamiBHUKU abo Jikapi. Ilepiurodeprore 3HaueHHsS Ma€ MIATPUMKA POIWHH, a JUIS BUPIMICHHS
KOHKPETHHUX ICHUXOCOIIaTbHUX, HABYAIBHHUX Ta TOBEAIHKOBUX IMPOOIEM MOXKE 3HAJOOUTHCS
noromora ¢axisiis (Pozmin 14).

OU3BIOTEPAIIIA

[Touatok 3actocyBanus (iziotepanii (Po3min 10) Ha paHHIA cTagii JacTh 3MOr'y MOCTYIIOBO
BBOJMTH KOMIUIEKCH CIIpaB Ta PO3TATYBaHb JJS MIATPUMKHU €IACTUYHOCTI M'A31B Ta YHUKHEHHS
a0o MiHIMIZaIii cKyTocTi cyrinoOiB. di3zioTepaneBTH Ta peabUTITONIONM MOXYTh IOPaTUTH
KOPHUCHI BIIPaBU Ha Yac MIKUIBHUX TEpepB Ta PO3pOOUTH aAalTUBHY Iporpamy (i3sMuHUX BIIpaB,
no0 Bamia AWTHHA 0e3 IMKoAW Mg cebe Moria OpaTH ydacTh y IIKUIBHOMY JKUTTL Y
(dizioTepaneBTHYHIA TIporpamMi TOJIOBHA YyBara TIOBUHHA MPUIUIITUCS PO3TIATaHHAM Ta
30epesxeHHIo o0cary pyxiB. Ha 1iif ctanii Bam Moxe OyTH peKOMEHI0BaHO HOCIHHS (PIKCYI0UOro
HNPUCTPOIO (KUK 4YacTo HaszuBaroTh "opre3" abo AFO), Ha TOMUTKOBOCTONHHUI Cyriio0 s
pO3TATaHHS Ta TOMEPEHKEHHSI CKOPOUYEHHS 00CsIry pyxJmBocTi cyrimoba. [Iporpama BmpaB Ha
pO3TSATaHHA Yy JIOMAIllHIX YMOBaX, pPEKOMEHJoBaHa (i3i0TepaneBTOM, I[OBUHHA CTaTH
HEB/I'€MHOIO0 YAaCTHHOIO BaIIOT O MOBCSKICHHOT O KU TTSL.
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CTEPOIIN:

[IpuiioM KOPTHUKOCTEPOiAiB (BIAOMHUX TaKOX, SK CTEpPOiqM) CIiJ PO3IJISLIATH BXKe i dYac
MTOCTAaHOBKH /IiarHO3y Ta MOYKHA TTOYMHATH Bke Ha w1iil craxii (Po3xin 6). Ilnanyioun crepoinny
Tepariio, BaKJIMBO IMpPOaHANI3yBaTH ii MO3UTUBHUN e(eKT, NEepeKOHATHCs y HAasBHOCTI BCIX
MpoiTaKTUYHUX IIEIJIeHb, a TAaKOXX BpaxyBaTH (PaKTOPU PHU3HKY, TMOB'A3aHI 3 MOOIYHUMHU
edexkTaMu, y TOMY 9HCIIi CIIOcoOu 1X momnepe/kKeHHs Ta MiHiMmizaiii. [le nependauae orpumaHHs
KOHCYJIbTAIlI 3 TPaBWIBHOTO Xap4yyBaHHsS (JUIsI IbOTO Kpalle 3BEpHYTHCS IO JIIICH30BaHOTO
JE€TONIOra), 10 AOMOMOXYTh BaM YHHUKHYTH TaKuX MOOIYHUX €(eKTiB, AK 30UIbIICHHS Bard abo
JaMKICTh KIiCTOK.

CTAH KICTOK TA 'OPMOHMU:

[Tpwuiiom cTepoiniB MoXke MPU3BECTH JI0 JIAMKOCTI KICTOK 1 BIUIMHYTH Ha pPiBeHb HU3KUA TOPMOHIB,
TaKuX SK TOPMOH POCTYy 1 TECTOCTEpPOH (dHosnoBiumii crtateBuid TopmoH) (Pozmin 7). s
HIATPUMKHM MIIHOCT] KICTOK B@KJIMBO MPABMIIBHO XapuyBaTUCS, TOMY CIiJi OOMpaTH [IIETY 3
BMicToM Bitaminy D i kaneiito (Po3mimu 8 1 13). Ilig gac ormsimy y CHeriagiicToM 3 HEPBOBO-
M'SI30BUX 3aXBOPIOBAaHb MOXKE 3HAJIOOMTHUCS KOHCYJIBTAIIIS JIIIEH30BaHOTO jaieTonora. Ha ormsmi
y CIemianicTa 3 HEpPBOBO-M'SA30BHX 3aXBOPIOBaHb HEOOXIIHO TaKOXXK BUMIPIOBATH 3pICT 1 Bary i
MO3HAaYaTu iX Ha Jiarpami, mo0 MaTH MOXIIMBICTH BIJCIIJKOBYBAaTH 3MIHH 3pOCTY 1 Baru 3
mwimHoM yacy (Poszain 7). IHmmmu crmoco0amMu OTpUMaHHS TOYHHMX 3HAUYEHb <«3POCTY» €
BUMIPDIOBAaHHA JIOBXKMHHM KICTKHM mepemmniuus ("goexkuHa g0 JikTsa") abo TOMITKA
("BemukoromiikoBa JOBXKHMHA"), a00 CKJIaJaHHS JOBXHH KICTOK IUIeYa Ta MEePeArIiays
("cermentapna nomxwuHa pyku'). Ha mouatky crepoinHoi Tepamii (auB. Po3ain 8) BUMIpHOIOTH
MMOYAaTKOBY HIUTbHICTh KICTOK METOAOM peHTIeHIBChKOI aeHcuTomeTpii (DEXA).

CEPLEBI TA TUXAJIBHI M'AA3U

Sk npaBuio, mpodIEeMH 3 cepleM 1 TUXaJbHUMH M'i3aMU Ha 111l cTajii 3aXBOPIOBaHHSA BIACYTHI,
aJie CIIOCTEePEKEHHS MOBUHHO TTOYMHATUCS 3 MOMEHTY MOCTAaHOBKHU JiarHO3Y, 100 BCTAHOBUTH
MMOYAaTKOBUH piBeHb (IO /IS BaC € «KHOPMOIOY»), Ta MPOAOBKYBATHUCS IT1]] YaC HACTYITHHX OIJISIiB.
[IpoBeneHHs GyHKI[IOHATBHUX TECTIB JIET€Hb 3 PAaHHBOTO BIKY JOMOMOXKE JUTHHI 3BUKHYTH IO
oONaHaHHS 1 «IIiATOTYBAaTHCS» OO HACTYMHHUX OMIAMIB. J[MHaMiuHE CIOCTEpPEKEHHS Cepllst
(EKT, MPT cepus abo exoxapuiorpadisi) peKOMEHIYeTbCs MOYaTH Bipa3y Micis MOCTaHOBKU
JiarHo3y Ta MPOBOJIUTH MIOPIUHO A0 JocsarHeHHs 10-piyHoro BiKy, a MOTIM, 32 HEOOXiTHOCTI — i
yacrime (Po3ain 12). Ilo6 yHUKHYTH peclipaTOpHHUX 3aXBOPIOBaHb, IEpPEKOHAMTecs, 110 BH
OTpHUMaJIU IIETIJICHHS BiJl THEBMOHII (THEBMOKOK) Ta IIOpiyHe mersieHHs Bia rpumy (Poznin 11).
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3. MI3HA CTAIIA 31 3BEPEXXEHHSAM 3JIATHOCTI XOJAUTH (crapumii putsauii /
HIITITKOBUH / IOHAILKHUH BIK)

Ha miif cramii xoautu crtae Bce Baxde, 3HAYHUX 3yCUJIb TIOTpeOye pPyXxoBa aKTHUBHICTb,
HaIpUKIIAJ, MHIMaHHS CX0JIaMy a00 BCTaBaHHS 3 MiJIOTH.

IHCUXOCOHIAJIBHI ACIIEKTH, HABYHAHHS TA IIOBEJAIHKA

Ha it cranii HeoOXigHe TOCTIMHE OI[IHIOBAHHS BIJICTABaHHsS Yy HaBYaHHI a0o0 crenu(IIHUX
NOpYUIEHb po3J1aJiB HaB4YaHHA. [Icuxosoru 1 HEWPONCHXOJIOrM JONOMOXXYTh BU3HAUMUTH, fKI
JTIKYBaJIbHO-NIPO(ITAKTHYHI 3aXO0M HaWKpalle BiJNOBIJalOTh BaIlUM OCBITHIM HOTpebam.
[ocriitHa minTpuMka 3 OOKy MENpAI[iBHUKIB MOXE 3HAJOOUTHUCS 3 METOI CHPUSHHA
BHUPIIIEHHIO TPoOJieM 3 HaBYaHHAM Ta TOBEIIHKOK, a CIemiali3oBaHl JIIKyBaJlbHO—
NpodUIaKTUYHI 3aX0IM MOXKYTh ISl peaii3allii CTpaTeriii mo1oJaHHs, CIPSIMOBAaHUX HA POOOTY
3 BTpaToro ¢iznuHoi cuiy ta GyHkiii (Po3ain 14). Ha npoMy erari BaMm Ci1iji IOYaTH IJIaHYBaTH
MaiOyTHe, TII00 BY 1 Bamia CiM'sl 3MOTJIM CIUTBHO 31 IIKOJIOK CTBOPUTHU HEOOXITHI YMOBH st
opraHizallii HaBYaHHS HE3AJIEXKHO B 3MiH cTaHy 310poB's. Jlns 30epekeHHs HalKpammx
pe3yIbTaTiB y NESKUX BUMAAKAX MOXKEe OyTH NMpH3HAuUCHE OILIHIOBAHHS CTAaHY ISl BHUSBIICHHS
KOTHITUBHHX MOPYILIEHb Ta PO3POOKH 3aHATh 1 TPEHYBaHb B IOMAIIHIX YMOBaX Ta Y IIKOJII.

Jloruisi 3a marieHTOM BHMarae 0arato Cui Ta eHeprii. ToMy JTy’ke BaXKJIMBO 3HAXOJUTH Yac s
cebe Ta CIUIKyBaHHSA 3 HIIMMH. PO3BHTOK MEpeX MIATPUMKH, 10 SKHX BXOIATH WICHI ciM'i Ta
ABTOPUTETHI MPEACTABHUKU TPOMAJIH, MOXKE JIy>KE TOMOMOTTH BUIUTUTH MIKIyBalbHUKAM 4ac Ha
BIAIIOYMHOK Ta BiJHOBJICHHS CHUIL.

OIBIOTEPAIIIA

di3ioTepaneBTUYHI 3aXO0AM TAKOX CIPSIMOBAHI Ha 3a0e3MeueHHs MIATPUMKH 00CATY pyXiB Ta
CWJIM M'SI31B, 10O MAaIliEHT sIKoMora jaoBiie 30epiraB camocTidHicTh (Po3min 10). SIKmo ckyTicTh
Cyrno0iB HE yCyBaeThCs 3a JONOMOror iziorepamii, BapToO MPOHTH OIJsLA Yy OpTOIEAA.
dizioTepaneBT BUKOHYE Yy TpyIi Jorisaay 6arato GyHKIIH — Bix BHOOPY peXKUMY TPEHYBaHb Ta
obmagHanHs (Bi30K ab0 MPUCTOCYBAHHS U JOIOMOIM IPH BCTAaBaHHI - BEPTHKAII3aTOpP) 10
MIPU3HAYCHHS TPUBAJIOrO BarOBOr0 HAaBAHTAXKEHHS 1 30€peXeHHs HAaBUYOK CTOSHHS - 116 KOPUCHO
K i1 30epeKEeHHS 3JJ0POB'Sl KICTOK, TakK 1 sl TpaBieHHs. [lepexoHaiiTecs, 1m0 TOMOMIXKHI
3aco0M TMepecyBaHHS, Takl SIK BI30K, MalOTh CHIIHHA 3 (ikcaTopamu Ui 3a0e3reueHHs
MPaBUIILHOTO 1 KOM(OPTHOIO MOJOXKEHHs Tila. Benuke 3HaueHHs SK 1 paHille BiABOAUTHCS
HIO/ICHHIH Mporpami BIpaB Ha PO3TATHEHHS, SKi HEOOXiHO BUKOHYBATH BIOMA.

CTEPOIIN:

Ha it cramii BaxIMBO MPOMOBXKYBATH TEPAIIID CTEpOiaMu, OCOOJMBY yBary moTpioOHO
NPUIUIATH PEXKUMY HPHHUOMY IpenapariB, JO03YBaHHIO Ta IOMEPEHKCHHIO MOOIYHUX €(EKTIB.
JIBiui Ha piK HEOOXIAHO MPOBOAUTH TEPEBIPKY CHIM Ta (QYHKUIH CKEJIETHHX M A3iB.
[IponosixyiiTe BiACTEXKyBaTH JUHAMIKY Bard 1, B pasl ii HecTtadl ab0 HaJIMIPHOCTI, HEOOX1AHO
BXXHUTH BifmoBigaux 3axoaiB (Po3min 13).

CTAH KICTOK TA TOPMOHMU:

OcCkinbKM TMiJ Yac OPUHOMY CTEpOiliB MiJBUIIYETHCS PU3UK MEPEIOMIB, OCOOIHMBO MpPHU
MPOTPECYI0YOMY 3HMKEHHI PYXJIHMBOCTi, HEOOXITHO BECTHU CIIOCTEPEKECHHS 3a CTAHOM KiCTOK.
Bamomy cnenianicTy 3 HEpBOBO-M’SI30BUX 3aXBOPIOBaHb BAaKJIMBO BIICTEXYBAaTH PU3HK
MepesoMiB 3a JOIMOMOrOK aHalli3y KpoBi Ha piBeHb BiTamiHy D (25-rizpokcuBitaminy D), a
TaKkoXX npoBoauTu neHcuToMeTpito DEXA abo pentreHorpadito xpedra s Bi3yalbHOTO
OI[IHIOBAHHS MIUIBHOCTI KICTOK. I1i/1 4ac KOXXHOTO OISy MTOBUHHA MPOBOJIUTHCS OIlIHKA BaIIOTO
XapuyyBaHHs, 100 YIIEBHUTHCS, 110 BU CIIOKUBAETE JIOCTATHIO KUIBKICTh BiTaMiHy D Ta KajblIlito.
Jl7ist BUSIBJIGHHS O3HAK 3aTPUMKH MPOJIOBXKYIOTh BUMIPIOBATH 3PICT, JOBXKHUHY KIHIIIBOK Ta Bary
(Po3ain 7).
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CEPLIEBI TA IUXAJIbHI M'SI3U

Heo0xiaHo mocTiitHO oIiHIOBaTH poOOTY cepus 1 nuxanbHux M'a3iB. [l{oHaliMeHIne, pa3 Ha pik
TICIISt TIOCTAHOBKY JiarHo3y (2 MpH HEe0OXiTHOCTI 1 YacTime) i Mo JocsArHeHHIo 10-pidHOro BiKy
HeoOximgHo mpoBoauTh HactynHi gocuimkenHs: EKI, MPT cepus abo exokapmaiorpadito, a
TaKOX IHIII BHIM JOCHiKeHb. Y pa3si BusiBiieHHs 3MiH Ha EKT', MPT cepus abo exokapmiorpami
KapJioJor 3poOUTh BIANOBIAHE MPU3HAYEHHS IIOMO0 MOJAIBLIUX JIKYBaJIbHO-TPO(ITAKTHUHUX
3axXO0JIiB.

4. PAHHS CTAIISA BTPATHU 3JIATHOCTI XOAUTH (cTapuiuii miamiTKOBUN — IOHAI[BKUAN
BIK)

Ha panniii cragiifi BTpaTH 31aTHOCTi XOAUTH BH MTOYMHAETE BiIUYBATH BTOMY IIICIS TPUBAJION
nporyinstHky. Komu 11e craHeThes, BApTO MOIyMaTH PO BUKOPUCTAHHS Bi3Ka 3 MEXaHIYHUM abo
enekTpuyHuM mpuBoaoM (Poszain 10).

INCUXOCOIIAJIBHI ACHEKTH, HABYAHHS TA NIOBEJAITHKA

Po3MoBu mpo mepexig 10 AOPOCIOoro XUTTS BapTo mouuHaTH 3 BiKy 13-14 pokis. Bama rpyna
JOTJISIy, TISAIaTpy Ta 1HIII CIeialiCTH, COIIalbHI Ta IIKUIbHI MPAIiBHUKUA JOIMOMOXKYTh BaM
pPO3pOOHUTH TMJIaH TIJIABHOTO TEpexoly, SKUM KepyBaTUMYTh OJMH abo JBa cHeriaiicra 3
HEPBOBO-M'SI30BUX 3aXBOPIOBaHb. Y PO3MOBI MPO IUIAHM HA MaWOyTHE MiTHIMAWTEe MHUTaHHS
OCBITH, MICISl TNPOKMBAHHS, MICHS HaBYaHHA 1 POOOTH, a TaKOXK OTPUMAHHS MeAUYHOL
JIONIOMOTH. Y JOpOCIIOMY Billl BaXJIUBO 30epiraTé caMOCTIiHHICTh, OpaTH aKTUBHY y4acTh Y
JOMAIIHIX Ta IKUIbHUX 3axofax. CHinKydTecs, 3aBOAbTE HOBUX 3HAMOMHX Ta HIATPUMYHTE
CTOCYHKH 31 cTapuMu Jipy3simu. bararo miogeit 3 MJIJI He MarOTh MCUXOJIOTTYHHUX TMEPEIIKO B
CIUIKYBaHHI, ajie y JeIKuX BOHU €. CKPUHIHT JUIsl BUSIBIIEHHS TPUBOTH 1 AETpecii, sIKi MOXKYTh
OyTH TpHUCYTHIMH Ha IIbOMY €Talli, NMOBHHEH MPOBOIUTHCA IIiJl Yac KOXXHOTO BiIBiTyBaHHI
Jikapsi. Y pasi BUSBJIEHHS Jerpecii a0o TPUBOKHOCTI, X HEOOX1IHO MOYaTH JIIKyBaTH BYAaCHO Ta
BIAMOBITHUMH METOIAMHU.

OI3IOTEPAIIIA

OxpimM BUKOHAHHS BIpPaB HA PO3TATAaHHA Yy JOMAlIHIX YMOBaxX, 3BepTaiiTe yBary Ha CKYyTICTb B
cyrno0ax BEpXHIX KIHIIBOK (TJIEYOBHUX, JIIKTHOBHX, 3aIT'ACTh 1 MAJBIIB), a TAKOX TOCTapaiTecs
30epiraTd HaBUYKH CTOSHHS (3 OMOpOI0, SAKIIO0 HeoOXximuo). Ilim wac mpuiiomy crepoinis
BHUKPUBIICHHS XpeOTa (CKOJII03) CIIOCTEPIraeThCsl HE HAATO YacTO, OJJHAK KOHTPOJIb CTaHy xpedTa
BKpail BaXJIMBHA B YMOBaX, KOJH 3/IaTHICTb CaMOCTIHO XOOUTH BTpadeHa. [HOII CKOIio3
PO3BHUBAETHCS TIOCUTH MIBUJIIKO, BCHOTO MPOTATOM JeKuUTbKoxX MicsiiB (Po3ain 9). Jlns xkopekiii
HEeNpaBUIBHOIO IOJIOKEHHS CTONH, IO BHUKJIMKae OUTh abo auckoMdopT i1 oOMexye BUOip
B3YyTTS, MOXKYTh 3HAJOOUTHCS OpTONEeAMYHI 3aco0u. MOXKHA TaKOX PO3TJISTHYTH MOXKIIHBICTH
XIpypriqyHOro BTpy4YaHHs JUIsl YCYHEHHS CKYTOCT1 CyTJ1001B IIIMKOJIOTKH 1 CTOI.

CTEPOIIMN:
Crepoinna Tepamis, po3nodaTa Ha MOMEPETHIX CTaaisX ad0 Ha MOTOYHIN, MPOJOBXKYE CKIagaTH
BaXJIMBY YaCTUHY JIiKyBaHHs (Po3ain 6).

CTAH KICTOK TA TOPMOHMU:

CriocTepexeHHsI 3a CTaHOM KICTOK HEOOXITHO TMPOJOBXKHUTH, NPHUAUISIOUM OCOOJIMBY yBary
o3HakKaMm kommpeciitHoro mepenomy (Pozain 8). I KOHTpOMO poCTy MOTPIOHO TPOBOIUTH
peryisipHi BUMIPIOBaHHS 3pOCTY, JOBXKHH KIHIIBOK 1 Baru. AJbTepHATUBHI CIIOCOOM BU3HAYCHHS
3pOoCcTy depe3 BHUMIPIOBaHHS JOBXKUHHU KICTOK MEpearuIiyys Ta TOMIJIKK KIiCTKH, abo 3a
JIOTIOMOT'OI0 CKJIaJIaHHS JIOBJKMH IJIeda Ta MEepeIulyysi, CTaloTh BCE aKTYaJbHIIIMMH y MIpYy
TOr0, SIK MAIlIEHTY CTa€ Bakue CTOATHU Ha HoraX. [loumHaroum 3 9 pokiB, BICTEKYIOTh CTaTeBe
no3piBaHHs. SIKImIo craTeBa 3puUIICTh He HacTtaiga a0 14 pokiB, MOTPIOHO 3BEpPHYTHCS [0
SHJIOKpUHOJIOra. SIKIIO pIBEHb TECTOCTEPOHY 3aHU3BKHI, BapTO PO3MVIIHYTH MHTAaHHS IPO
MPU3HAYCHHS TeCTOCTepoHOBOI Tepamnii (Po3aur 7).



ITociOHHUK 11t ciMel 14//64

CEPLIEBI TA TUXAJIBHI M'SI3U

Hocmimkenns (yHKIiA cepist 00OB'SI3KOBO MPOBOAUTHCA HE piIlIe OJHOTO pa3y Ha pik.
TepmiHOBOMY JiKyBaHHIO MiJIATal0Th Oyab-siki (yHKIiOHANBHI 3MiHM Ta O3HaKu (idpozy
(pyOuroBanHs) cepieBoro M'sza, ski  cmocrepiratotbes Ha MPT-3nimkax  (Pozmin  12).
DyHKITIOHAIBHA JTIaTHOCTHKA JIETEHb MTPOBOJIUTHCS KOXHI 6 MicsamiB. [Ipu moripmenHi ¢ yHKITINH
JIeTeHb CIIiJ] 0OTOBOPUTH CBOE€YACHE 3aCTOCYBaHHS amapaTy HEIHBA3WBHOI BEHTUJIALIT JIETeHb Ta
BinkanutoBaya. (Posmin 11).

MMAJITATUBHA JOIIOMOT A

I'pyna mamiaTHBHOI OMMOMOTH CKJIQAA€THCS 3 MEIMYHUX TPAIIBHUKIB, OCHOBHUM 3aBIaHHSIM
SKAX € JIOOMOra Yy JOCATHEHHI HaWBHUIIOT MOXIIHMBOI SIKOCTI JKUTTS, 3HATTA OOM0 i
TMCKOMGOPTY, Ta 3a0e3MeueHHs BIAMOBIIHOCTI BalINX KUTTEBUX IIIeH 00paHOMY JIIKYBaHHIO.
Xo4a nmayiaTUBHA JIOIIOMOTa 1HOJII aCOILIIOETHCS 3 JIOTJISIOM 32 XBOPUMH Y TePMIHAIBHINA CTaIii,
rpyna TajiaTUBHOI JOMOMOTH JIONOMOXKE BaM BIIOPATHCS 3 TPYAHOIIAMH Ha YCIX CTamisix
XBOpOOHU Ta OyJie JUIs Bac Ta BaIlOi pOJMHH JHKEPETIOM MIATPUMKH MPOTATOM YChOT'0 4acy.
KorxHa jroiiHa TOBUHHA BU3HAYUTHCS 3 €KCTPEHUMH 3aX0J]aMH HE3aJIe)KHO BiJ TOTO, CTPaXKIae
BoHa Ha MJI/] um Hi: sKi BTpyYaHHS y Ball OpraHi3M BH BBAaXKA€Te NPUIYCTUMHMHU Ta
HENPUITYCTUMUMHU B EKCTPEHOMY BHUIAJKy Ta XTO MaTUMe IOPHJIUYHI IMOBHOBaXEHHS Ha
MPUIHATTS pillieHb 3 MATaHb MEAWYHOI TOomoMoru. ['pyra maniaTuBHOT JOITOMOTH MiKaxe , 5K
Kpalle CKJIACTH IUIAH JUISl €KCTPEHHMX CHUTYallid, MOpaJuTh II0 BKIIOYUTH Yy IUIaH Ta A€ HOro
Kparie 30epiraTa.

5. IMI3HS CTAAISI BTPATH 3IATHOCTI XOJAUTH (roHatbkuii/ mopociuii Bik)

Ha mi3Hiii craail BU BiquyeTe 3HAYHE OCIIA0JICHHS M'S31B CIIMHU W BEPXHIX KIHIIIBOK; Yepe3 Ie
CTOSITH Ta TPHMATH TIOCTABY 3 YaCOM CTaBaTUME BCE BaXKUe.

PI3IOTEPAIIIS

OO6roBopiTh 3 izioTepaneBTOM, $KI BHAM CHJIOBHX BIIPaB, PO3TSDKKKM Ta OOJagHAHHS
JONIOMOKYTh ~ BaM  JIOCSATTH  OaXaHOro piBHA CaMOCTIHHOCTI Ta  (YHKIIOHAJIBHOCTI.
EprorepaneBtn 3 rpynu peabiniTamii MOXYTh JOMOMOITH 3 TaKMMH BHJIAMH JiSTTBHOCTI, SIK
MPUHAOM K1, MUTTS, KyIIaHHS Ta BKJIAJaHHS Y JDKKO. OILIHITh TAKOX MOXKIIUBICTh BUKOPHUCTAHHS
0e3neyHux peadiTiTalifHIX TEXHOIOT1H U1 NIATPUMKH CaMOCTIHHOCTI.

CTEPOIIN:

Heo0xiqHO MpOIOBKUTH OOrOBOPEHHS NMPUHOMY CTEpOiliB, XapdyBaHHS, HACTaHHS CTaTEeBOi
3piIOCTI Ta KOHTPOJIIO Bard 3 BalloOK TPYMOI0 JOTIALY. PEeKOMEHIyeThCsl IpUAMaTH CTEpOinn
MPOTATOM YCHOT'O JKUTTSA ISl MIATPUMKH CWIM 1 (YHKIIA JUXaTbHUX M'S31B Ta M'S3IB PYK
(Po3znin 6).

CTAH KICTOK TA TOPMOHMU:

[MunbHE crocTepeKEeHHS 3a 370POB'SIM KICTOK CIIiJ MPOJOBXKYBATH NMPOTATOM YChOTO JKUTTS.
[IpoGriemu 3 KICTKaMU MOXKYTh CTaTH IPUYMHOIO OOJILOBOIO CHHAPOMY, TOMY iX CIiJ HEraiHo
BHPIIITYBaTH pa30oM 3 BaIlow rpymnoro gorsiay (Po3ain §).

CEPLIE TA IUXAJIBHI M'AA3U

PexomMeH10BaHO POBOJIUTH JOCITIPKEHHs (DYHKIIIH cepiis i JIereHb KOXKHI 6 MICSIIB; Yy JESIKUX
BUIIAJIKaX MOXXYTh 3HQJIOOUTHCS OUTBIN JETadbHI JOCIIHKCHHS Ta JIKYBaJIbHO-MPOQUIAKTHYHI
3axoau (Pozminum 11 1 12).

MMAJITATUBHA JOIMOMOT A

I'pyna mamiaTUBHOI JOMOMOTHM TPOJOBXKYE BiIIrpaBaTH BaXKJIWBY POJIb Yy JIIKyBaHHI. Sk Bxke
TOBOPHJIOCS BHIIE, I'pyNa MaliaTUBHOI JOMOMOTM CKJIAJA€ThCs 3 MpodecioHaniB, OCHOBHUM
3aBIAHHSAM SIKHX € JOIMOMOTa Y JOCSITHEHHI HAHBUIIOT MOXKJIIMBOI SIKOCT1 KUTTS, 3HATTS OO0 1
nuckoMdopTy, Ta 3a0e3MmedeHHsT BiAMOBIMHOCTI BaIlIMX XUTTEBUX IUICH OOpaHOMY JIIKYBaHHIO.
Xoya majiaTMBHA JIOTIOMOr'a 1HO/1 aCOLIIOETHCS 3 JAOTIISAOM 32 XBOPUMHU Y TepMiHANIBHIN CTail,
rpyna MajxiaTUBHOI JOMOMOTH JOMOMOKE BaM BIIOpAaTHCS 3 TPYIAHOIIAMH Ha YCIX CTaaifx
XBOpoOu Ta OyJie JUid Bac Ta BaIllOi POAMHU HKEPEIOM MIATPUMKHU IPOTATOM yChOr'o 4acy.
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KosxHa nroimHa IOBUHHA BU3HAYUTHUCS 3 €KCTPEHUMH 3aX0/1aMHU HE3aJIe’KHO BiJl TOr0, CTPaXaae
BoHa Ha MJIJ uM Hi: sKi BTpy4YaHHs y Ball OpraHi3M BHM BB@XA€Te€ NPUITYCTUMHMHU Ta
HEMPUITYCTUMUMH B EKCTPEHOMY BHUIAJKYy Ta XTO MaTHME IOPUIMYHI IMOBHOBA)XCHHS Ha
MPUIHATTS PILIEHb 3 MUTaHb MEIUYHOI JOITOMOTH.

JKUTTSA JOPOCJOI JIOJUHU 3 MJIJI:

[loBHOLIIHHE MPOJYKTUBHE XUTTSA CaMOCTIHHOI JOPOCIIOl JIFOJAMHU 3 M'S30BOI0 JTUCTPOdi€ro
JromeHa notpedye 1maHyBaHHs. Po3poOKy IuiaHy mepexojy 3 IOHAIBKOro BiKYy J0 JOPOCIIOro
KUTTS TIOYMHAIOTH Y Billl 13-14 pokis. Bam ocoOucTuii miaH nepexoay MOBUHEH IPYHTYBATHUCS
Ha BallMX XUTTEBUX OUIKYBAHHSX 1 IAX IIOAO OCBITHU, pOOOTH, MICIS TPOKUBAHHS Ta CIIOCOOY
nepecyBaHHs. BinnmoBilanbHICTh 3a MEAMYHHUM JOTJISA Temep MepexXoAuTh Bil AUTAYOl 10
JIOPOCITIOl YCTaHOBH OXOPOHHM 3/10pOB's (ajte 1ie Moyke OyTH He 000B'I3KO0BO, SKIIO Ballla yCTaHOBA
MO3Ke MPAIIOBATH SIK 3 JIThbMH, Tak 1 3 gopocinumu 3 MJIJ]). He3zanexxHo Bif TOro, 4 3MIHUTHCS
Ball Jiikap abo MeAWYHa yCTaHOBA, Ballle JOPOCTIIIAHHS MO3HAYUTHCA HA BAIlUX pecypcax Ta
MOXUJIMBOCTAX. [lIaHyBaHHSIM 1UX 3MIH MOBHUHHI 3aliMaTHCsl BU, Ballla CIM's, IIKOJa 1 Tpyma
nornsany. Lleit mpouec 1 Bce, mo BiH mepenbaudae, onucano y Pozaumi 17. XKutrsa mopocnoi
moaunu 3 MJIJl nepenbauae Oinmble BUTpaT, aHDK XHUTTA Oe3 3axBoproBaHHS. Bam OynyTh
MOTPIOH1 pecypcu Ui OTPUMAaHHSI JOIIOMOTrH, HEOOX1AHOT JUIsl TOCATHEHHS BalluX Luieil. Baia
rpyna JAOTJsly AONOMOXE BaM BHUBYUTH HasiBHI pecypcH (HampuKIad, MpaBO Ha MUIBIH 1
COL[IAJIBHY JIOTIOMOT'Y) Ta MOXJIMBOCTI iX OTpPUMaHHS, a TaKOX JOMOMOXE MpOaHali3yBaTu
MICIIEBI Ta HaIliOHAJIbHI CHUCTEMH HAQJaHHS JOIMOMOTH. BakMBO 3HAXOAWTH HOBI KpEaTHBHI
CIoCcOOM CHUTKYBaHHS 3 JPY3SMH Y MIpy TOT0, SIK 3MIHIOETHCS Balll CTaH. Y TOW Yac sk 6araro
mozedt 3 MJI/ He MaroTh MCUXOJIOTTYHUX MpoliieM, aeski nanientu 3 MJIJ] MoxxyTh BiguyBatu
TpuBOory abo aempecito. [lix yac KOXHOro BiIBiIYBaHHS CIEIiaiCTa 3 HEPBOBO-M'SI30BUX
3aXBOPIOBaHb OOOB'SI3KOBO MPOBOAMTHLCS OIIHKA TPUBOXKHOCTI Ta nempecii. Y pasi BUSBICHHS
O3HAK Jerpecii BIAMOBiIHE JTIKyBaHHs Ma€ OyTH Mpu3HaueHe 0e3 3BOJIKAHb.

]
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Crapis 1: Ilpu
MOCTAaHOBII TiarHO3y

Crapnist 2: Panus,
3aTHICTH CAMOCTIMHO
XOJINTHU 30eperKeHa

Crapist 3: ITi3Hs,
3JIJaTHICTh CAMOCTIHHO
XOJIUTH 30epeKeHa

Crapist 4: Panns,
3JIJaATHICTh CAMOCTIHHO
XOJIUTH BTpavuCHa

Crapist S: ITi3ns,
3aTHICTh CAMOCTIIHO
XOJIUTH BTpaycHa

BaratonpodinpHuUil OIS HOBI BUAM TEpaIlii; MiTPUMKA Nalli€HTa i CiM'l, HABYAHHS, TCHETHYHE KOHCYIbTYBaHHS

CITydax)

®
5 | Iepekonaiirecs B . VI . . . .. S
2. . OuiHka QyHKIIH, M'I30BOT CHIIM 1 00CATY PyXiB, K MiHIMYM, 1 pa3 Ha 6 MicsLiB Ul BU3HAUCHHS CTaii
©' | HasBHOCTI BCiX
E . XBOpOOH
3 HEOOXIHUX MIEIICHD
g Posrnsinarots
= | MoxmBicTh HpHifoMy TTo4aTok i MOHITOPHHT IPHAOMY KOPTUKOCTEPOINiB
: o
g | Koprukocrepoinis
2 | Hociis-xinok
o Jloryisiz 3a XBOPUM y
Q' | HampaBJISIOTh 10 . .
T : TepMiHaNBHIH cTaii
Kapaioiora
w KommuiekcHa GararonpoginbHa oniHKa, npuHaiMHi 1 pa3 Ha 6 MicsliB
'5 DiznuHa Teparis, eproTeparisi, 3aHATTS 3 JIOrone oM abo 1e(eKToNIOroM Ha IMiICTaBi iHIHBIAYalTbHOI OL[IHKH Malli€HTa
i= . IIpomoBxyIOTh paHille IToYaTi BUAM Teparlil; mia0HparoTh 3aco0n
B | INomepemxeHHS KOHTPAKTYp Ta AedopMalliii, IepeHanpyr Ta POMOBXYIOTE P AU TCPATILL, THADHPAOTS
15 . . . : [EePECYBAHHsI, OPTOIICANYHY TEXHIKY; 3MIHCHIOITh IPODIIAKTHKY
& | maaiHb; pO3pOOKa BiMOBIAHOIO KOMIUIEKCY BIPAB; HOCIHHS . .
L . . . HEepeJIOMiB Ta G0JILOBOTO CHHAPOMY; BEAYTh IOLIYK PECYPCIB,
opTe3a, CIeNiabHOro 00Ia{HAHHS, MATPIMKA P HaBYaHHI . . .
KOIITIiB, TPYI MiTPIUMKH; HEPEXi 0 JOPOCIOrO KUTTS
2 BHMIpIOIOTH 3piCT Y MOJIOXKEHHI CTOSYH KOXKHI 6 MiCsIiB
S - - —
E AJIbTepHATHBHI CIIOCOOM BUMIPIOBAHHS 3pOCTY KOXKHI 6 MicsIIIiB
= 3 BiKy 9 POKiB BiJCIIi/IKOBYIOTh HACTAaHHSI CTATEBOI 3pijIoCTi
=] o B ) - I T o i
= ITpu npuitomMi KOPTUKOCTEPOI/iB MPOBOATH OCBITHI Kypc JUIst CiM'T 1 HaKa3yIOTh J103yBaHHs B pa3i
<3 Ha3BUYalHUX CHTYyamiil
KoHcynbTalis jileH30BaHoro €TOI0Ta KOXKHI 6 MicAIIB; MONEPEPKEHHS 0’KMPIHHS; KOHTPOJIb HECTaui 1 HaJUTMIIKY Baru, 0COOIMBO
= . .
] g IIpH NIepexoli Ha HaCTYIIHY cTaito : _ :
é 5 |_ILlopiuna ouitKa piBHs 25-THAPOKCHBUTAMUHA D B cHPOBATL KPOBI i CIOXKUBAHHS KAJIBLIIO
=5 KoHTpos010Th po3ian koBTaHHs, nosisa 3anopi, [ EPB i mape3y WwayHKy KoxHi 6 MicsLiB
| Touunarors Bukopucranns racrpocroMiunoi Tpy6KH
< CriipoMeTpist 1 CIOCTEPE)KEHHS Malli€HTa ITijl 9ac OyHKIIOHATBHA JIIarHOCTHKA OPraHiB TUXaHHSI
2 CHY (HU3bKHUil PH3HK) KOXKHI 6 MicsIIIiB
<§ CBo€yacHa BaKIMHAIliS: THEBMOKOKOBOT BaKIMHA 1 OPiYHA HICTUICHHS BiJ TPHITY
e pecripaTopHa MiATPHMKa
e HITy4Ha BEeHTUIIALIS J€reHb BHOYI 1
§ JIOTIOMOTa IIPU Kanuti (BiJKaluroBay)
,::( IlTyyna BeHTHIIALIS B
JIEHHUI yac
KomeybTamis Ilopiuna oninka QyHKmiit Oninka (yHKIii cepus pa3 Ha pik abo JacTille IpH HAasIBHOCTI
E = o4 M . ceplis; npuitoM iHribiTopiB CHMIITOMIB; KOHTPOJIb CEPLIEBOIO PUTMY
Z | kapaionora; enexkTpo- i T .
E 8 exoxa niorpadis, MPT & aGo Groxatopis CraniapTHi B aHHS [IPH CepIIeBil HeOCTATHOCTI IPH MOTiPIICHH]
8 ° pAoTp ’ AHTIOTEH3UHOBUX PELIENTOPIB 3 ap Py pH cepit H P p
cepus . . (byHKIiH
Biky 10 pokiB
} . L L B
S Pentrenorpadis xpe6ta (mpu npuiloMi KOPTUKOCTEPOIAiB: KOXKHI 1-2 pOKH; Y BiACYTHOCTI IPUHOMY
°§’ KOPTUKOCTEPOi/IiB: KOXHi 2-3 pOKH)
= 3BepTarOTHCS /10 CrIeIialicTa MPH O3HAKAX Mepenomy (nmepenom xpebta 1 CTymeHs i BUILE, IEPEIOM JIOBI'HX
S TPyOUACTHUX KICTOK)
= OILiHIOIOTh 00CAT PYXiB KOXHI 6 MiCsILliB
5 11lopiuHnii KOHTPOJIb PO3BHTKY CKOIIO3Y KOHTpoIb PO3BUTKY CKOJII03Y KOXKHI 6 MiCsIIB
= B B
S | Opromenwuyna Xipypris . . . . .
£ (HeobXiHa B pinKicHIX Omneparist Ha CTYMHI a0 axilIoBe CyXOXKHILIS s Kopexkiiist mOCTaHOBKH CTOIH HA Bi3KY,
o p KOpeKLii xoau (B 0COOIMBUX BUIIAIKaX) CIIOH/IINIOZIE3 B OCOOIMBUX BUIMAKAX

OI11iHKa IICUXOJIOTIYHOr0 370POB's MAIli€HTA i WIEHIB HOro ciM'i Ha KOXKHiH KOHCY/IbTallii Ta HaJaHHs NOCTiHHOT NiATPUMKH

Heiiponcuxosoriuta ouiHka / NiKyBaabHO-MPOGITaAKTHYHI 3aX0AU ISl yCYHEHHs TPYAHOLB y HAaBYaHHI, eMOLIMHUX 1 TOBEAIHKOBHX

JKUTTA

POKiB)

HanatoTs miATpUMKy IpH IIEPEXOi 1 3MiHH CTaHy 3JJ0pOB'S

<

=

o

g s

g g mpobeM

é < OrriHka 3/1i0HOCTE 10 HaBYaHHS Ta JOCTYIHUX pecypciB (IHAMBIAyalbHa NIpOrpaMa HaBYaHH:); OL[IHKA
5 oTped B eproTeparii

= CrpusiioTs 30epeKeHHIO CaMOCTIITHOCTI BIIIOBIHO 10 BiKy ¥ COLiaTbHOTO PO3BHTKY

’é .| TpoBoxsTs IMocranoBKka misneif i Inan nepexoay B chepi OXOPOHU 3A0POB's, OCBITH, pOOOTH 1 ZOPOCIOMY

'g g- ONTUMICTHYHI Gecinu OuiKyBaHb Ha *uTTi (10 13-14 poKiB); KOHTPOIB IPOrpecy pa3 Ha Pik; Mindip KOOpAUHATOPA
2 ‘E po Mgﬁ6yTHe, po MaifOyTHE; MiroToBKa i coliabHOrO MpalliBHUKA JUISL IOITISLY Ta KOHTPOJIIO

E $| mepexiA 10 JOPOCIOTO Jio mepexony (no 12

=

[ap]

Tabmuus 1. Benenns M/l Ha pi3HUX CTaisgX 3a HAPSIMKaMH
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3. A0TJIsI A HA ETAII AIATHOCTYBAHHSA

"JliarHo30M" Ha3MBaIOTh KOHKPETHY NMPUYMHY PO3JIaay 370pOB'A. SIKIIO BHHUKIA Iijo3pa Ha
M's130By aucTpodito JlroleHa, BaKIMBO SIKOMOra IIBMJIIE BCTAHOBUTH TOYHUN JIiarHos.
3ajeKHO BiJ CHCTEMH OXOpPOHHM 3[0pOB'S y Bamliil KpaiHi mepmmM ¢axiBlem, A0 SIKOTO BH
3BEpHETECS 3 NMPHUBOAY 3aTPUMOK PO3BUTKY TUTHHH, €, SIK MPABUJIO, JIKAap MEPBUHHOI JIAHKH.
HuMm moxe OyTH nikap 3arajibHO1 MPaKTUKH, TEPAIEBT, MeAiaTp abo ciMeiHuit mikap.

Ha npomy erami 1orisi monsrae y mocTaHOBIII TOYHOTO JA1arHo3y y HaMKopoTmuii ctpok. Cim's
MOBUHHA MIATOTYBatucs, 310paTt iHQopmanito mnpo M'si30By auctpodio JlromieHa,
O3HAalOMUTHUCS 3 HasBHHUMH IUIaHAMHM JiKyBaHHsA. Ha npoMy erami KIIOUOBMMH YMHHUKAMH €
MPaBUIBLHUNA JIOIJIA], TOCTIMHA MiATpUMKA Ta iHpopMyBaHHs. Haiikpaiue, Ko Bamy JUTHHY
OIJISIHE CHEI[laJIiCT 3 HEPBOBO-M'SI30BUX 3aXBOPIOBaHb, AKHI 3MOXKeE MPaBUIIbHO IHTEPIPETYBaTH
pe3ynbTaTH JIabOpaTOPHUX Ta TEHETUYHUX JIOCITIKEHb 1 MocTaBUTH JiarHo3 (Po3main 4).

ChildMuscleWeakness.org ta rcpch.ac.uk/resources/recognising-neuromusculardisorders-
elearning — iHCTpYMEHTH JIOMTOMOTH MEMKaM JUTSl OLIHKU 3aTPUMOK PO3BHUTKY Ta
JIarHOCTYBaHHS.

YcBigoMiow0uH, 1m0 0aThbKM YacTO MEPIIUMU TOMIYal0Th 3aTPUMKH B PO3BUTKY CBOET AUTHHU,
AmepukaHcbka akaaeMis nemiatpii (AAIL) po3poOuia IHCTPYMEHT OIIHKH BiIXWJIEHb MOTOPHUX
¢dbynxkii. el IHCTpYMEHT TOMOMOXKE OaThbKaM BiICIIIKOBYBATH PO3BUTOK TUTHHU, 3PO3YMITH,
10 € HOPMOIO, a IO - BIAXWUJICHHSM, 1 KOJM BapTO MOYMHATH Hemokoirucs. Llel iHcTpyMeHT
MOJKHA 3HaWTH 3a nmocuiaanasM WwWw.HealthyChildren.org/MotorDelay.

[lin vac miarHOCTYBaHHSI BaXJIMBO MPOKOHCYJBTYBATHUCS 3 JIIKAPEM-CIICHIAIICTOM, SKHM Mae
JOCBin 3 BeAeHHs M'sa30Boi auctpodii Hromena. Cnucok MeAUYHUX LEHTPIB, A€ 3I1HCHIOIOTH
BeZicHHsI manieHTiB 3 MJ1/[, MoxkHa 3HAlTH HA BeO-caiiTax:

Opranizauis 3 m's30B0i auctpodii Beamukoopuranii (MDUC) ckiajia ciucoKk TAaKMX
LHeHTPiB Ha TepuTopii BetukoOpurTaHii: :

www.musculardystrophyuk.org/get-the-right-care-and-support/people-and-places-tohelp-
you/professionals-and-organisations/muscle-centres/

Acouiamii 3 BUBYEHHS] MeTOIB JiKyBaHHs HeiipoM'sa30Boi maToJiorii (Treat-NMD):

www.treat-nmd.eu

BcecBiTns opranizamis 3 M'sizoBoi quctpodii Jromena (UPPMD):

http://worldduchenne.org/

Ie uac, KoM KOHTAKT 3 OpraHi3ali€ro 3 MATPUMKH MalIEHTIB MOXKE JTyXe JJOTOMOITH. 3HANTH
Taki oprasizaiii y Baiii KpaiHi MOXKHA 3a MOCHJIaHHSIM . WWW.treat-
nmd.eu/dmdpatientorganisations.

YV AKUX BUTTAJJIKAX ITIAO3PIOBATHU M/ (TABJIULA 3)

[Tino3pa Ha M's130By auctpodito J[roleHa BUHUKAE 3a HASIBHOCTI OJHOTO 3 TAKMX CHMIITOMIB
(maBith 3a BimcytHocti MJIJ] y ciMeliHOMy aHamHe31):

®  3aTpPUMKa PO3BUTKY, Y TOMY YHUCII1 PO3BUTKY MOBJICHHS;

e nopyueHHsa QyHKUINA M's131B, TO3uTUBHA IIpoba ["'oBepca (MantoHOK 2) € KIIaCHYHUM
cumntromom MJIJT;

e 30UIbIICHI IUTKOBI M's13H (TiceBAoTrinepTpodis);


http://www.healthychildren.org/MotorDelay
http://www.musculardystrophyuk.org/get-the-right-care-and-support/people-and-places-tohelp-you/professionals-and-organisations/muscle-centres/
http://www.musculardystrophyuk.org/get-the-right-care-and-support/people-and-places-tohelp-you/professionals-and-organisations/muscle-centres/
http://www.treat-nmd.eu/
http://worldduchenne.org/
http://www.treat-nmd.eu/dmdpatientorganisations
http://www.treat-nmd.eu/dmdpatientorganisations
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Xouya mijo3pa MOXKe OyTH BUKJIMKaHa PI3HUMH CUMIITOMaMHU, Ha MAJIIOHKY 3 HAaBOJHUTHCS
TIOCJTIIOBHICTH i i 9ac aiarHoctyBaHHs MJIJI.

Y axkux Bunaakax migosprosatu M/1/{

He3'sicoBHO BUCOKHIA
piBeHb TpaHcaMiHa3

M/ y cimeiitHoMy aHamHe3i
Haiimenmia migo3pa Ha
MOpyIIeHHS (PYHKITIH M's31B

Bincyrnicts ML/ y cimeii-
HOMY aHaMHe3i: He xonuts y
16-18 wmicsmis, mpoba 'oBepca,
a00 XoniHHs Ha HOCKaX (Oymb-
SIKAH BiK, OCOOJIMBO JI0 5 POKiB)

Amnani3 piBHS KpeaTHHKIHA3H y
CHPOBATIIi KPOBi

PiBeHb KpeaTHHKIHA3H
I IBUII EHUI

v

AHani3 Ha MouIyK
MyTalliil B TeHl
Juctpodin

! :

Myrariiii He BHSBICHO

Myrariifo BHSIBICHO

!

Kpeatnnkinaza
: e
y HOpMi
Myrariii He <
BUSIBJICHO

-

CekBeHyBaHHS T€HOMA

Biormcis M's13a

Jductpodin
BiJICYTHi

l

Juctpodin

HasIBHUM

'

MyTaniro BUSBIECHO

M/ manoBiporiiHa; po3rjisiHyTH iHmi
MOKJIMBI AiarHo3n

I

—

Hdiarno3 M/I/I miaTBepaKeHO

(O3HaKH Ta CHMITOMH, II0 HaiiyacTime cnocrepirarorbes y punaaky MJI1: Masonok 3

Pyxosi

®  TOpYIICHHS XOAX
TICEBOTINEpTPOdis IUTOK
HE MOXe cTpubarn
3HI)KEHA BUTPUBAJIICT

CICTH, MOTATHYBILY 32 PYKH
HACHJTY ITiJHIMAETHCS CXOAaMHU
IUIOCKOCTOIIICTh

4acTo majae i HearpaOHui
no3utuBHa npoba ['oBepca
3aTPHMKa y PO3BUTKY KPYITHOT MOTOPUKH
3HIDKEHHUH TOHYC

BIZICTa€ y PO3BUTKY BiJl OTHOJIITKIB
OLTh y M's13aX 200 cria3Mu

XOJIHHS HAa HOCOYKaX

Hacwiy Oirae abo 1a3uTh

IMMOraHO KOHTPOJIIOE T'OJIOBY, SKIIO AOMIOMaraTtu

He nos'sizani 3 pyxoBorw ¢yHkuicro

poOJIEeMH 3 KOHTPOJIEM HOBEIHKA
3aTpHMKa KOTHITHBHOTO PO3BHTKY

[OTaHO pOCTe i Jie/iBe Habupae Bary
po0IeMH 3 HAaBYaHHSAM Ta KOHICHTPALIIEI0
yBaru

3aTpHMKa MOBHOTO PO3BHUTKY Ta IOPYILICHHS
ApTUKYIISALIT
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POJIb IOCTAYAJIbHUKA MEJUYHHUX MMOCJYT NEPBUHHOI JIAHKH (IIILJT) Y
I'PYIII JOI'JIAAY

[Ticnst Toro, sIK AiarHO3 MIATBEPIKEHO CIICHIaTiCTOM 3 HEPBOBO-M'S30BUX 3aXBOPIOBAHb,
iHpopmanis npo nmiarmo3 MJIJl moBuHHa Oyt noBemeHa mo Bamoro IITIJI. Hum moxe Oyru
OararonpodiipHa Trpyma, JKap 3aralbHOl MPaKTHKH, CEpeAHid  MeAnepcoHan, wIo
creniani3yeTbcs Ha NeaiaTpii, 3aranbHii Teparmii, ciMelniil MeauuuHi. [TocTiline criiKyBaHHS 3
[ITJI nacte BaM HEOOXiTHY MIATPUMKY 1 CTaOUTBHICTD.

Cdepa Bignosiganbuocti IIJI Bkiarouae:

e [lepBuHHY HOIIOMOTY IIPH TOCTPUX 1 XPOHIYHUX 3aXBOPIOBAHHSX;

e HayexxHnii HOTIS11 BIAOBIHO 10 BiKY 1 CTafil pO3BUTKY;

o Koopaunariis 1ikyBaHHS 3 By3bKUMH CIEI[ialliCTaMHU;

e [llopiuHy nepeBipKy ciayxy i 30py;

e Illopiuni oOcTeXeHHs Ha ICUXOEMOLIIHHI PO3IaIH, 3I0BKUBAaHHS alIKoroiem abo
HapKOTUKAMH, 1HIII IICUXIYHI PO3JIa]IH;

e (CBo€uacHy BakIMHALIIO, Y T.4. H[OPIYHI IIEIUICHHS MPOTH IpUITY (PEKOMEHTY€ETHCS
H'eKIii{HE IIETITICHHS, a He Ha3aJIbHI Kparuti);

e Illopiuny nepeBipKy (pakTOpiB pU3UKY CEPIIEBO-CYAUHHUX 3aXBOPIOBaHb, TAKUX SIK
MiIBUICHUN apTepialbHUN THCK (TiepTeH3isd) Ta MiJBUILEHUH PIBEHb XOIECTEPUHY
(rimepxonecTepuHeMis).
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4. TIATHOCTYBAHHS M/

110 € MPUYNHOIO MJJT?

MJ/I/] — reHeTuuHe 3aXBOPIOBaHHS, BUKJIMKAaHE MYTALI€I0 TE€HY, 110 KOAye OUIOK AUCTPOQiH.
Juctpodin NpHCYTHIH y BCIX M'SA30BUX BOJIOKHAX oOpraHizaMy. BiH BHKOHYe (yHKIIiIO
«amMopTu3aTopay, 3a0e3rneuyrdn 0e3rneuyHe CKOpoUeHHs 1 po3ciadiieHHs M's31B. bes puctpod iny
M'Si31 HE MOXYTh TMPaBUIBHO (YHKIIIOHYBAaTH 1 CaMOCTIHHO pereHepyBaTucs. KiiTuHHa
MeMOpaHa M's31B CTa€ HACTUTHKU BPA3JIMBOIO, 110 BHACTIAOK 3BUYAHOT ITOJICHHOT TisSITbHOCTI Ha
HIl 3'SIBJISIFOTHCSI MIKPOCKOMIUH1 po3puBu. be3 auctpodiny He BiaOyBaeThCs pereHepanis M's3iB.
Kpi3p po3puBH y KIITUHY MPOHUKAE KaJbI(ii, IKWH MOIIKOAXKYE KIITUHY, 10 IPU3BOJUTH 10 il
3aru6eni. 3aMiCTh 3aruOIMX KIITHH YTBOPIOIOTHCS pyOIli Ta )KUPOBI BIAKIAJACHHS, a M's13 BTpadyae
CBOIO CHJTY 1 PYHKITIOHAJIBHICTD.

HIATBEPKEHHSA TUATHO3Y

Hiarno3 MJIJ] moBuHeH OyTW WiATBEpKEHUN 3a JIOMOMOrOK) TE€HETHYHOro aHamizy. Sk
MIpaBUJIO, aHAII3 IPOBOAATH Ha P01 KPOBI, ajie MOKYTh OyTH MPOBENIEH] 1 1HII JOCTIIPKEHHS.

1) FTEHETUYHE JOCJIIKEHHSA (MAJIFOHOK 2)

I'enernuyHe noCniUKEHHS HEOOX1AHE Yy OyIb-SKOMY BHMAJKy 1 MOBHUHHO IPONOHYBaTHUCS
KOXXHOMY TIalli€eHTy. Pi3H1 TUIIM TeHETHYHMX JOCIIKEHb 3/1aTHI JaTH Crienu(idHy Ta JACTAIbHY
iHopmanito npo 3MiHy nociaigoBHocti JJHK, Bimomy sik reHernuyna mytauid. [linTBeppkeHHs
JiarHo3y Ha MIACTaBl TeHCTHMYHUX JAHUX € JTyXKE BAKIUBUAM 1 MOXKE JOMOMOITH BHU3HAYUTH
BIIMOBITHICTh KPUTEPISAM VIS y4acTl y KIIHIYHUX BUMPOOYBAHHSX, CIPOEKTOBAHUX IIiJ] MEBHI
MyTalii.

[Tig yac BU3HAYEHHsS] T€HETUYHOI MyTallii, MaTepsiM MAIIEHTIB TAaKOX CIiJ MPONUTH TeHETHYHE
JOCHIKEHHS, 00 BU3HAYMTH, Y € BOHHM HOCIIMU. L[e TakoXk CTOCYeThCs i HINIUX YICHIB CiM'T
KIHOYOi cTaTl (cecTpu, MOYKH, TITKH, ABOIOPIAHI cecTpu). BomomiHHs 1i€ro iHQOpMaIliero
JIO3BOJIUTH CIM'T OLIIHUTH PU3HMK HAPOKEHHS HIIUX AiTed 3 MJIJ] Ta mpuiHATH pillleHHs 111010
JIOTIOJIOTOBOr0  JiarHocTyBaHHs. [liciss TOCTaHOBKM JiarHO3y CiM'T TPOMOHYIOTH TPOWUTH
reHeTu4YHy KoHcynbTarito (biok 2).

TUIIUX TEHETUYHUX JOCJ/IIIKEHb

e MyabTHIUIEKCHA amMILTiikanist mpod 3a qonmomororo giryBanns (MLPA): tect Ha
BUSIBJICHHS JIeJIelliid a0o MyTuTiKailiid B reHi, BCTaHOBIIOE 70 BiZICOTKIB TEHETUYHHUX
MyTallii, mos’s3anux 3 MJI/I.

e CexBenyBaHHs renoma: sikiio tect MLPA naB HeraTuBHUI pe3ynbTar, CEKBEHYBaHHS
r€HOMa JIONTOMOYKE BUSIBUTH MYTaIlii, HE TIOB’sI3aH1 3 AEJIEIiAMUA a00 TyTUTIKAIIISIMHI
(To6TO, TOUKOBI MyTaIlil [HOHCEHC a00 MiCCEHC], 8 TAKOXK HEBEJIMKI IyILIiKaIlii/BCTABKH);
1Ieit aHaJIi3 JOIMOMOKEe BCTAaHOBHUTHU pemTy 25-30 BKCOTKIB TCHETUIHUX MYTAIlii, 1110 HE
BU3HA4YarOTHCA 3a moromororo MLPA.

2) BIOIICIA M’A3A

3a nHasBHOcTi migBumieHoro piBHs KK Tta immmx cumnromiB MJIJI, ame 3a BiacyTHOCTI
BUSIBJICHUX TEHETMYHUX MYTAIlii, MPOBOAATH 010MCII0 M's3a. biorcito M's31B MPOBOJATE MUISIXOM
XIpypriyHOro B3STTS HEBEJIMKOro 3pa3ka M's3iB A aHanizy. [Ipu m's30Biit quctpodii dromena
OpraHi3Mm He BUpOoOJIsie OUToK aucTpodid, ado BUPOOIISIE HOro y HEMOCTaTHIA KUThKOCTI. biormcis
M's13a JI03BOJIUTh BCTAHOBHUTH KUTBKICTh AUCTPOGiHy B M'130BUX KiaiTnHax (auB. biok 1).
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Binbmicts xBopux Ha M1/ He mOTPe0YyIOTH NPOBEAECHHS
Oiomcii m’s13a.

bioncis M's3a 3a3Buuail BkiIOYae B ce0e JBa aHAII3U:
IMYHOTICTOXIMIYHHH 1 BecTepH-0710T. JlaHi aHaTi3M BU3HAYAIOTh
HasBHICTH a00 BIACYTHICTH aucTpodiny B M's3ax. Ilpu
IMYHOTICTOXIMIYHOMY JIOCTI/DKEHHI IIMATOYOK M'si3a KIadyTh
Ha IUIACTHHY, JO0JAal0Th OapBHUK 1 KPi3b MIKPOCKON IIYKAarOTh
O3HAKW TpPHUCYTHOCTI jauctpodiny. BecrepH-O10T BUSABIISE
XIMIYHI1 CII1IM IPUCYTHOCTI IUCTPOPIHY.

3) IHIII BUAU AHAJII3IB

VY MuHyAOMY JUIi BHSBJICHHS HEPBOBO-M’S30BHX IATOJIOTIH
IPOBOJWINCH TaKi JOCHIIKEHHS, K 3ekrpomiorpadis (EMI)
Ta JTOCIIKEHHS IPOBIHOCT1 HEPBIB.

Exconept nomijasiiot, AvMky, mo EMI i gocaixkeHHd
nposignocti HepBis HE npuaaTHi 118 NOCTAHOBKH iarHo3y
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YOMY HEOBXIZTHO TEHETUYHE HIATBEP/KEHHSA?

T'EHETUYHA KOHCVYJIbTALIS TA BUSBJIEHHS HOCIIB

[HOAI reHeTHYHA MyTallis, IO BUKJIUKAE M'SI30BY AUCTpodiro J{fomena, BUHHKAE CIOHTaHHO.
VY TakoMy BMNAgKy TOBOpSATh IIPO «CHOHTaHHY Mytaunito». [Ipy 1poMy BHUIAaIKH
3aXBOPIOBaHHS B CIMEHHOMY aHaMHe31 BiACYTHI. Y TPUAUATH BiJICOTKIB XBOPHX JITEeH
3aXBOPIOBaHHS OTPUMAHO HE BiJ wieHa ciM'i, a B pe3yJabTaTi CIIOHTaHHOI MyTallii reHa, 1o
Koaye OUTOK TUCTPOQiH.

Sxmo y matepi B JIHK € myrais, sKy BoHa nepeae cBOill AUTHHI, 11 HA3UBAIOTh «HOCIEM).
Hociit 3 50% #MOBipHICTIO Is1 KOXKHOT BariTHOCTI Nepefae MUTHHI TEHETHYHY MYTAIIIfo.
XJIOMYUKH, sIKI OTpUMalld MYTOBaHUU TeH, 3axBopitoTh Ha MJIJI, giByaTka cami CTaHyTh
HOCIIMH. SIKIO y MaTepi BUSBICHO MYTallil0, BOHAa 3MOX€E NMPUIIMATH 3Ba)KEH1 PILICHHS 3
NPUBOAY MAlOYTHIX BariTHOCTEW, a ii pomWYKH (CECTpPH, TITKH 1 JOYKH) 3MOXKYTh TaKOX
MIPOUTH OOCTEIKECHHS.

bioncito M'sI31B MPOBOJATH IIISXOM XIPYPri4HOTO B3SITTS HEBEJIMKOTO 3pa3ka M'S3iB Ui
aHanizy. AHamizy, AKUM 3MIT OM BH3HAUUTHU, YU OYAYTh Yy JKIHKH-HOCISI TMPOSBISATUCS
CUMIITOMH, HE ICHYE.

HagiTp sKIII0 KiHKA HE € HOCiEM, ICHYE PHU3HK, IO Y ii MalOYyTHIX JiTel 3HOBY MPOSBUTHCS
M. T'emernuna wmyTallisi MOXK€ BHHUKATH Yy s€YHUKAX abo y sinexmituHax. Lle
Ha3WBAETHCSA MO3aillM3M KJIITHH 3apOAKOBOI JIiHIT («TOHATHUN MO3ailu3M»). AHaII3y KpPOBI
Ha MO3aili3M KJIITHH 3apOJIKOBOI JIiHII HE ICHYE.

Kinku-HOCii MalOTh MIABUIICHWN PH3UK PO3BUTKY MOpPYIIeHb QYHKIIH cepust abo
CKeJIeTHUX M'A3iB. BOHM MOBUHHI criocTepiratucs y Kapiojaora i MpOXOIUTH JOCIiTKEHHS
(EKT', MPT cepis abo exokapaiorpadist) KoxkHi 3-5 pokiB, SKIIO aHAII3H B HOpMI (Yacriiie,
SKIIIO PEKOMEH]IOBAaHO Kap/110J10roM). Ba)uBo po3yMmiTH, YU € BU HOCIEM, 11100 IPABUIIBHO
1 CBOEYACHO OTPUMATH KOHCYJIBTAIIIIO JIIKAps 1 TIKYBaHHS.

binemr netaneHy iHGOpMAIiFo MOYKHA OTPUMATH Y TEHETHKA.

YYACTD Y KVHTHIYHUX JOCIIIKEHHAX:

Ha choromHimHiil AeHb y CBITI MPOBOJAUTHCS HHU3KA KIIHIYHUX JTOCTIIPKEHb, CIIPIMOBAHHUX
Ha KOPEKI[II0 TIEBHUX TEHETUYHUX MYyTallid, mo BukiaukaroTe MJI/[. HeoOximHo mpoitTu
TEHEeTUYHUHN aHaii3, 100 3p03yMITH, UM MIJXOIUTE BH JUIL y4acTi y TaKUX JOCITIIKEHHSX.
3apeecTpyiiTecs y HaI[lOHATLHOMY PEECTpi MAIliEHTIB 3 M's30BOI0 JqucTpodicro [lromeHa,
mo0 MEeHTPU KIIHIYHUX JOCTIDKEHh 3MOTJIM Bac 3HAWTH - CIHCOK MOXXHA 3HANTH 3a
HOCHJIAHHSIM! https://treat-nmd.org/what-is-a-patient-registry/list-of-registries-by-
disease/duchenne-becker-muscular-dystrophy/

SIKmo paimie NMpPOBENCHUN TEHETHYHHWH aHalli3 He BINMOBINAE aKTyaJbHUM MPHUHATAM
CTaHAapTaM, HEOOX1IHO MPONTH MOBTOPHE AOCHiKeHHA. OOroBopiTh 11 31 CHeliaIicToM 3
HEPBOBO-M'SI30BHX 3aXBOPIOBaHb Ta/a00 KOHCYIHTAaHTOM-TEHETHKOM. Y pEeecTpi MAIli€HTIB 3
M's130BOI0 ucTpodieto J[foleHa TakoK BKa3ylOTh KOHKPETHY T'€HETHYHY MyTaiio. Bu
MOJXeTe JI3HAaTHCA IpPO BHUIAM aHaNi3iB Ta iX €(EeKTUBHICTh Yy BHU3HAUEHHI MyTaii 3
OCHOBHOT'O JOKYMEHTA.

Hopocni maiieHTH, fKi HE MPOXOAWIM TEHETHMYHUN aHamii3, abo MNpOXOoAMIU HOro y
MUHYJIOMY, TOBHHHI TOBTOPHO TMPOWTH TEHETHYHE JOCII[HKCHHS 13 3aCTOCYBaHHSIM
CydacHUX MeToAiB (YTOYHITH y KOHCYJIbTAaHTAa-T€HETHKA, YU TMOTPIOHO MPOBOAUTH
MOBTOPHUM aHalli3), MO0 iX KaHAWAATypy Oyno pO3MIISHYTO JUIS y4acTl B KIIHIYHOMY
JOCIIKEHHI.



https://treat-nmd.org/what-is-a-patient-registry/list-of-registries-by-disease/duchenne-becker-muscular-dystrophy/
https://treat-nmd.org/what-is-a-patient-registry/list-of-registries-by-disease/duchenne-becker-muscular-dystrophy/
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5. HEPBOBO-M'SI30BA CUCTEMA

[Ipu M'sizoBiit mauctpodii /(romeHa ckeneTHi M'SI3M MOCTIHHO CIIa0IIAlOTh 4Yepe3 BiICYTHICTH
muctpodiny. Crin perynspHO BiABIAYBaTH CIelialicTa 3 HEPBOBO-M'S30BUX 3aXBOPIOBaHb, KU
3HaeThes Ha BepeHHI MJIJ]. V mikapst Mae Oyt po3yMiHHSI TOTO, SIK OyJIe IpOrpecyBaTH XBopoda
1 K BIH JIOTTIOMOJKE Ballliii pOAMHI MiATOTYBaTHCS 10 HAcCTymHOro eramy. CremniaiicT 3 HepBOBO-
M'SI30BHX 3aXBOPIOBaHb MOBHMHEH BIJCIIAKOBYBAaTH 3MiHM y (YHKIII M'A3iB, 100 CBO€YACHO
MPU3HAYUTH TEPAIIIIo.

OIIIHIOBAHHSI CTAHY HEPBOBO-M'SI30BOI CUCTEMHA

PexomeHyeThCs BiIBiTyBaTH CrieLliaicTa 3 HEPBOBO-M'SI30BUX 3aXBOPIOBAHb KOXKHI 6 MICHIIIB, a
ncuxonora Ta/abo eprorepaneBTa - KoxkHi 4 micsnl. Lle BaxiIuBo 11 TPUMHATTS pillleHb PO
BIIPOBA/KEHHSI HOBUX BUJIB Teparnii a00 KOPUT'YBaHHS MOTOYHUX METOJIIB JIIKYBaHHS, a TaKOX
JUTSL IPOTHO3YBAHHS 1 OMEPEHKEHHS YCKIIaITHEHb, HACKLIBKH 1€ MOXKIIUBO.

Tectn, sKi BUKOPHCTOBYIOTHCS Uil OLIHKA TPOTPECYBAaHHS 3aXBOPIOBAHHS, MOXYTh
BIIPI3HATHUCS Y PI3HHUX KIiHIKax. J[yke BaXJIMBO MPOBOAUTHU X PETyIsSIpHO, BUKOPUCTOBYIOUU
OfH1 ¥ Ti )X MeToaM, 100 BIACTEKYBaTH 3MIHU. PerymspHi TECTH MOBHMHHI BKJIIOYATH OLIHKY
MPOrPECYBaHHs 3aXBOPIOBaHHS 1 MPUNHATTSA PIMIEHHS NOpO HEOOXIIHICTh 3aCTOCYBAaHHS
JTIKYBaJIbHO-TIPO(D TAKTHYHKUX 3aX0AiB. Y BenmnkoOpuTaHii Takuii TECT HA OIIHKY MPOrpecyBaHHs
3aXBOPIOBaHHS Mae Ha3By North Star Assessments
(https://www.musculardystrophyuk.org/information-for-professionals/health-
professionals/community-physiotherapy-working-group/muscular-dystrophy-uks-north-star-
network/). OGcTexeHHsI TPOBOAATH 32 HACTYITHUMH KPHTEPIIMH.

CIJIA
BuzHauaeThcs 3MiHaA CHIIM KOHKPETHOTO CKEJIETHOT'O M’ s13a.
OBCHAI' PYXOMOCTI CYT'JIOBA

[IpoBOMUTHCS sl BUSIBJICHHS KOHTPAKTyp a00 00MeXeHOi pyXJIMBOCTi CYTJI00iB 3 HACTYITHUM
PEKOMEHTyBaHHSM BIIPAB Ha PO3TATAHHS Ta/ab0 XipypriyHUuX BTPy4YaHb.

TECTHU HA YAC

VY GaraThOX JIIKYBaJIbHHUX YCTAaHOBAaX KOHTPOJIOIOTh YaC BUKOHAHHS 3BUYHUX Iil, TaKUX 5K
MiTHIMAHHS 3 TJTOTH, TPOXO/HKEHHS MEBHOT AUCTAHINIT a00 MiIHIMAHHS Ha JEKUIbKA CXOJIMHOK.
e Hanae BaxxnuBy iH(OpMaIito PO 3MIHY M's130B0i (PYHKIIIOHAIBHOCTI Ta A1€BICTH JIIKYBalIbHO-
Mo TAKTUIHHIX 3aXO0/TiB.

IIKAJIA OHIHKHA PYXOBUX ® YHKIIN

[cHYIOTH pi3H1 THNHM ILIKaJ OLIIHKHM, aje Ball MEANYHHUM 3aKiajl 3aBKIU ITOBUHEH 3aCTOCOBYBATH
OJIHY ¥ Ty X IIKaJy JUId 3a0e3neueHHs JOCTOBIPHOCTI BUMIpIOBaHb. Ha pi3HUX eTarnax MOXYTh
BUKOPHCTOBYBATHCS P13HI1 ILIKAJIH.

IMOJAEHHA NIAJBHICTD

Ils omiHKa OOMOMOXKE Balliii Tpymi JOTTAAY BHM3HAUUTH, YU TOTpedyeTe BH J1OJATKOBOI
JIOTIOMOTH 3 METOI0 30€pe’KEHHS BaIloi CaMOCTIHHOCTI.

MEJINKAMEHTO3HA TEPAIITA U1 CKEJIETHUX M'S31B

Ha nmanuii yac mpoBOISTHCS YMCICHHI JOCTI/DKEHHS 3 TOIIYKYy HOBUX BuiB Tepamii MJI/I.
OHoBIIEH1 peKOMEHAIl1i 3 TOTJIsAY BKIIIOUYAIOTh B ce0e Juile T BUIU Teparii, A1 AKUX ICHYIOTb
JIOCTATHI JI0Ka3u €(EeKTHUBHOCTI. ¥ MIpy TOro, ik Oy/e 3'sSBISTUCS HOBa Teparris, peKOMeHaaIil
OyIyTh 3MIHIOBATHCS 1 OHOBITFOBATHCS.

Xoya y MailOyTHbOMY ¥ OYIKYETBbCS TMOsiBA OUIBII HIMPOKOI'O CHEKTPY MOMKIMBHX
TepaneBTUYHUX pIllleHb, Hapa3i iX KUIbKICTb oOMexeHa. barato excnepTiB HMOAUIAIOTH AYMKY
[IO/I0 TOTO, IO HAa CHOTOAHINIHINA JIeHb CTEPOIIH € €IUHIM PEKOMEHJIOBAaHHM Ta €(EKTHBHUM
3aco00M IS JIIKyBaHHS TTOpYIIeHb QYHKIINA ckeneTHuX M's3iB ipu M/l JletansHo cTrepoinna


https://www.musculardystrophyuk.org/information-for-professionals/health-professionals/community-physiotherapy-working-group/muscular-dystrophy-uks-north-star-network/
https://www.musculardystrophyuk.org/information-for-professionals/health-professionals/community-physiotherapy-working-group/muscular-dystrophy-uks-north-star-network/
https://www.musculardystrophyuk.org/information-for-professionals/health-professionals/community-physiotherapy-working-group/muscular-dystrophy-uks-north-star-network/
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Tepaniss onucaHa y Posmini 6. Meroam JiKyBaHHS IHIIMX crHenupiYHUX CHUMIITOMIB
3aXBOPIOBAHHSI, TAKKX SK MPOOIeMH 3 cepiieM, onrcano y Pozmimi 12.

6. CTEPOIJTHA TEPATIISI

['mOKOKOPTHKOCTEPOinK, a00 CTEPOiaH, 3aCTOCOBYIOTHCS B YCbOMY CBIT1 [UIs JIIKYBaHHS Pi3HUX
3aXBOpIOBaHb. be3cyMHIBHO, 1110 CTEPOiy MPUHOCATH KOPUCTH OaraThoM xBopuM Ha MJIJI, ane
I KOPHCTb TOBMHHA OYTHM TOPIBHAHHOIO 3 3aXoJaMHu 3amobiraHHs mNoOIYHUM edeKkTaMm
crepoinis. [Ipuitom crepoiniB € ayxe BaxuuM npu ML/ 1 ToMmy 0OroBOprOETHCS 10 MPOSIBY
O3HaK M'SI30BO1 CJIa0KOCTI.

OCHOBHA IH®OPMAIIA

Crepoiny yHOBUIbHIOIOTH OCJIa0JIEHHS M'SI30BOT CHMJIM 1 TOTIPIIEHHS PYyXOBUX (YHKIIH,
xapakTepaux s M. ['mIOKOKOPTHKOCTEPOinn BIAPI3HAIOTHCSA Bij aHAOONMIYHMX CTEpOIMIB,
SIKUMH 1HOJI 3JIOBKHMBAIOTh CIIOPTCMEHH, Oa)Karoyu CTaTU CWIBHIMKUMU. MeTorw cTepoimHoi
tepanii npu MJIJ] € minTpumka cwim 1 (QyHKIIH M'S31B, IO JIO3BOJUTH JIOBIIE XOJUTH
caMocCTiifHO, 30epirati (PYHKIIIOHAJTBHICTh BEPXHIX KIHI[IBOK 1 JUXaIbHUX M'S3IB, a TaKOX
YHUKHYTH OIepalii 3 KOpUT'yBaHHS CKOTi03Y (BUKPUBJICHHS XpeOTa).

e JlikyBaHHS cTepoigaMu CIliJ OOTOBOPHTH BXE Ha CTafil IMOCTaHOBKH JiarHO3y.
OnTuMaTbHUM YacoM TMOYaTKy Tepamii BBaXXA€TbCA CTajisi, Ha AKIA 3MaTHICTh
CaMOCTIHO XOIUTH 30epekeHa, MOKM HE CTaBCA 3HAYHWUK crmaa (Gi3udHOl cuiau (IuB.
MauttoHok 4).

e Jlo moyaTKy CTEpOigHOI Teparii peKOMEHIYEThCS TTPOUTH TIJIAHOBY BAKIIMHAIIIIO, B TOMY
YUCTi, TOBMHEH OYyTH BCTaHOBJEGHUH IMYHITET 10 BiTpsHOI Bicnu. HarionanbHui
KaIeHAap NpOoQiNIakTHYHUX IIEIUIeHh B YKpaiHi MOXXHA 3HAWTH 3a MOCHIIAHHSM:
http://moz.gov.ua/article/immunization/kalendar-profilaktichnih-scheplen.  Orpumaiite
peKoMeH 1allii 3 BaKI[MHALll{ y Baloro (axislid 3 HEPBOBO-M'I30BHX 3aXBOPIOBaHb.

e Pexomenpganii 3 BakmMHAIil LEHTPY KOHTPONO i mpodinakTuku 3axBoproBanb CIIIA
(CDC) moskHa 3HalTH 3a nmocuianasm WwWw.ParentProjectMD.org/Vaccinations.

e Pexomenmauii mis BenukoOputanii Ta IpmaHmii MoXHAa 3HAWTH 32 TOCHJIAHHIMHU
https://www.nhs.uk/conditions/vaccinations/childhood-vaccines-timeline/ Ta
https://www.hse.ie/eng/health/immunisation/.

e [lomepemkenHs Ta mpoLIaKTUKa MOOIYHUX €(PEeKTIB MOBUHHI 3/1IHCHIOBATHCS 3aBYACHO
Ha mijictaBi nporHo3y (auB. Tabmwuio 1).

CXEMHU 3ACTOCYBAHHSA CTEPOIJIIB

CreuuanucTbl MO HEPBHO-MBIIIEUHBIM 3a00JIEBaHUSIM Ha3HA4YalOT pa3Hble CXEMbI IMpHeMa
crepousioB. B nmaHHOM pasnene onuchiBaloTCs MeTOAbl 3((EKTUBHOrO U 0€30MacHOro
NPUMEHEHHUsI CTEPOMIOB, OCHOBAaHHBIC HA pEryIspHOM omeHke (YHKIMHA TpenapaToB u
000YHBIX APPeKTOB (cM. PucyHok 4).

e Ilpeanuson 1 nedrnazakopt (tropropenbHe HaiimeHyBaHHS B CHIA - «Emdnaza») - nBa
OCHOBHHUX THIIH CTEPOi/liB, BAKOPHUCTOBYBAHUX MPH M'A30Bii auctpodii Jromenna. Bouun
MarOTh CXOXHH MeXaHi3M [ii. BaxxnuBuMu € TOCTIHI JOCTIKEHHS WX Tpernaparis,
OCKUIBKH BOHU JOMOMOXYTh 3p03yMITH BITHOCHY KOPUCTh KO>KHOI'O 3 HUX.

e Bubip Ha KOpHCTH SKOroch 31 CTepoiniB Oyae 3ajiexaTd Bil BallUX YyHoaoOaHb,
MIpKyBaHb JIiKaps, JTOCTYITHOCTI IpenapaTy y Bamliil KpaiHi, HOro BapTOCTi, a TAKOX Bif
nependauyBaHux moOiuHuX edekTiB. [lepeBaroro mpemHU30HY € HOro HU3bKA IfiHA.
JHednazakopt mependadae MEHIIMI pU3MK 30UTbIICHHS Bardk i BUHUKHEHHS PO3NAIiB
NOBEIHKH, OJJHAK, TIOB'S3aHUN 3 BUCOKHM PHU3UKOM 3aTPUMKH POCTY 1 PO3BHUTKY
KaTapakTH.


http://moz.gov.ua/article/immunization/kalendar-profilaktichnih-scheplen
http://www.parentprojectmd.org/Vaccinations
https://www.nhs.uk/conditions/vaccinations/childhood-vaccines-timeline/
https://www.hse.ie/eng/health/immunisation/
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PEJKUM JIO3YBAHHS, KOHTPO.JIb TA NOGIYHI EGEKTH CTEPOIIIB

(MAJIIOHOK 4, TABJINLIS 2)

e Benmke 3HaueHHS Ma€ peTEIbHUI KOHTPOJIb MOOIYHUX e(EeKTiB, MOB'I3aHUX 3 TIPUHOMOM
cTepoiniB. Xo4a Hapasi CTepoigHa Teparis € IEHTPAIBHOIO0 JAaHKOK MEIUKaMEHTO3HOT
tepamii MJI/I, He BapTo cnpuiimMaTHl ii SIK HajeKHEe, a MPOBOAUTU CIiJ BUKIIOUHO IIiJ
HarJs1I0M JIOCBITYEHOTO CIelianicTa 3 HEPBOBO-M'I30BUX 3aXBOPIOBAHb.

e Jlo YMHHMKIB, III0 BU3HAYAIOTh HEOOXIIHICTh KOPUTYBAaHHS J03M CTEPOiJiB, HAJIC)KATh.
peakiis opraHi3My Ha JIIKyBaHHS, Bara, 3picT, cTareBa 3puIiCTb, 3/10pPOB'Sl KICTOK,
NOBE/[IHKA, HASBHICTh KAaTapaKTH, a TAaKOX IOSBa Ta MOXJIMBICTh YCYHEHHS MOOIYHUX

e(heKTiB.

Eranu ta pesxum 103yBaHHs

3anmo0ixkHi 3ax0aH

IHouyaTkoBe 00roBOpPeHHS!
OOroBOPIOIOTH HEOOXIAHICTH IPUHOMY CTEPOINIB 3

ciM'e€ro

IMounHalOTH NpUIiOM CTEPOIiB

* JTo 3HAYHOT O 3HWKCHHS (PI3MYHOI CHITU
* [Ticist 0OroBOpeHHS MOOIYHUX e eKTIB
* [licist KOHCYNBTAIIT 3 IIETOIOrOM

V

PeKOMeHIIOBaHa nmovYyaTkKoBa 103a

* [IpemHizoH a60 npenHi3omoH, 0-75 MI/KT IOACHHO
ABO

* Jlepmazakopt, 0-9 Mr/kr mogeHHO

HepocTaTHicTh KOPU HATHMPKOBHUX 327103

* [nhopmyBaHHs mamieHTa i Horo ciM'i PO O3HAKH,
CHMITOMH Ta KOHTPOJIb TOCTPOI HEOCTATHOCTI KOPH
Ha/THUPKOBHUX 3aJ103

* [[pu3Ha4YarOTh riAPOKOPTU30H BHYTPILIHEOM 'I30BO
IUIsl BBEIICHHSI Ha JIOMY:

- 50 mMr miTaMm < 2 pokiB

- 100 Mr miTsiM > 2 pOKiB Ta TOPOCIAM

YnmapHa go3a 1S Mali€nTiB, sSKi IpUiiMaroTh >12
Mr/M? IpeiHi3oHy / e(aa3akopTy IOAEHHO, MOXKE
NOTpeOyBaTHUCS Y BUNALKY CEPHO3HOTO
3aXBOPIOBAHHS, TPaBMH a00 XipypriuHOTO BTpYYaHHS
* Beesienns rigpokopruzony 50-100 mr/m? Ha 106y

3miHa 103yBaHHSA

Sxuro mo0ivHiI eeKTH HEKOHTPOIBbOBaHI 200
HETIPUITYCTHMI

* 3HIKYIOTh 103y cTepoifiB Ha 25-33 %

* [ToBTOpHa O11iHKa Yepe3 1 micsp

[Moripmenns ¢iznyHOrO CTAaHY

* 30UTBIIYFOTH A03Y IO HUTbOBOi BUXOASIYH 3 MacH
TijJa i HOYaTKOBOTO JO3YBAHHS

 [ToBTOpHA OIIIHKA yepe3 2-3 MicsIl

Vv

3acTocyBaHHS HAa CTajil HE3IATHOCTI
CAMOCTIHHO XOOUTH

* [IpOOBXKYIOTH MIPUITOM, AJIe 3HIDKYIOTB 103y 0
PIiBHS BIIEBHEHOT'O KOHTPOITIO TOOIYHAX e(eKTiB

* Jlopocii mamieHTH, SKi paHile He MpuiMaty
CTEPOiIH, MOXYTh OTPUMATH KOPUCTH BiJ] Teparii

He npununsiiTe npuiioM cTepoifiB panToBo
* JlorpuMyliTecs: IPOTOKOIY 3HIKCHHS 103U
crepoinis I1./lx. Hikonodda

* Jlo3y 3HIKYIOTH Ha 20-25% KOXHI 2 THXHI

* [Tics gocsrHeHHS (izionorigHoi go3u (3 MT/M2
MpeaHi30Hy a00 medIra3akopTy MOACHHO),
MIEPEXOAATh Ha TiIPOKOPTU30H 12 MT/M? OIOJICHHO,
pO3IiMHMBIIH Ha 3 pIBHUX YaCTHHH

* Jlo3y 3HIKYIOTh Ha 20-25% mOTHXHS 10
JIOCSITHEHHS 2-5 MT TiIpOKOPTU30HY Yepe3 IeHb

* YUepes 2 THKHI IpUIiOMY 4epe3 AeHb, IIPUHOM
T'iJPOKOPTH30HY NPUITUHSIOTH

* [lepiogn4HO NEpeBipsIOTH PAHKOBY KOHLIEHTPALIIIO
KOPTH30ITy, CeKpeLis skoro crumyibpoBana KPI™ a6o
AKTT, noxu I'THO He nmpuiine y Hopmy

* [IpooBXKYIOTH NIPUIIOM y Ha3BUYAHHUX CUTYAIIisIX,
1o BimHoBneHHs [ THO (Moxe 3aiiHaTH 12 MicsiiB
a00 OiJbIIe)

Mamonok 4 Tabnuns 2. Pexxum 103yBaHHs Ta KOHTPOJIb CTEPOiNHOI Teparii
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HEJOCTATHICTb KOPU HAJHUPKOBHUX 3AJIO03

HannupkoBi 321031 BUPOOJISIOTE TOPMOH KOPTU30J1, SKMH JOIIOMAarae opraHizMy CIpaBJIsiTHCS 31
CTpecoM (HampUKIIAJ, MPU CEPUO3HOMY 3aXBOPIOBaHHI a00 TpaBMi). 3a MIOJEHHOTO MPUHOMY
CTEpOiNiB HAJAHMPKOBI 3aJ03M NPUIHUHSIOTH BHUPOOJIEHHS KOPTU30IY (L€ Ha3UBA€THCA
«HEIOCTATHICTh KOPM HATHUPKOBUX 3ajio3»). Y pa3l NPUIIMHEHHS NpuiloMy CTepoiniB
OpraHi3MoBi 3HaI00UTHCS KUIbKA THXKHIB 200 MICSAIIB, 11100 3HOBY MTOYaTH BUPOOJITH KOPTH3OII.
3a BIJICYTHOCTI KOPTH30Jly Balll OpPraHi3M HE 3/1aTHE CIIPABJISATHCS 31 CTPECOM, IO MOXKeE
CIPUYMHUTH TaKUM 3arpO3IUBUM ISl )KUTTS CTaH, K FOCTPa HEJOCTaTHICTh KOPU HAJHUPKOBUX
3a703. 3 i€l NpUYMHM HE MOXKHa panToBO (200 6e3 IOMOMOru JiKaps) NPUIMHATH HpUiioM
cTepoiniB ado MPOMyCKaTH MPUIOM OLTBII HIXK HA 24 TOIUHH.

Konu oprani3m BifiuyBae q0JaTKOBE HaBaHTaKEHHS (BHCOKa TeMIIEpaTypa, orepallis, Iepeiom),
oMy MOXKe 3HaJOOMTHUCS JToaTKoBa (yAapHa) A03a cTepoimiB. [Hpopmallito momao 103yBaHHS Y
pa3i Ha/3BUYANHKUX CUTYAIlid Ta PO3II3HAHHA/TIKYBaHHS /PO UTAKTUKH TOCTPOi HEJOCTATHOCTI
KOpPH HaJHUPKOBUX 3aJI03 MOKHA 3HAWTH y MpoTokoji npuiiomy ctepoinis I1.J[x. Hikomodda,
JOCTYITHOMY Ha caiiTi www.parentprojectmd.org/pj.

IHIII JITIKAPCBKI IIPEITAPATHU TA XAPYOBI IOBABKHA

[Topsiz 31 cTepoinaMu, 3aCTOCOBYIOTHCS 1 1HIII TTpenapatu ais tepanii MJIJI, Taki sk Exondys 51
(Etiplersen), sikuii OyB cxBajeHHH YHOpPaBIiHHAM 3 KOHTPOJIIO 32 MPOJYKTaMH XapuyBaHHA 1
nikapcebkumu npenaparamu CIIA (FDA), 1 Translarna (Ataluren), cxBayieHu#i Juist 3aCTOCYBaHHS
y JEeSKHX €BPOIEHUCHKUX KpaiHax €BpPONEHCHKMM areHTCTBOM JIIKApChKUX 3aco0iB, aje HE B
CIHIA. Exondys 51 (Etiplersen) 1 Translarna (Ataluren) mokaszani 10 3acTOCyBaHHs JIOJSM 3
MIEBHUMHU TUTIAMH MYTAIlii, 110 BUKIUKa0Th MJIJ1.

Exondys 51 noxazanuii xBopum Ha MJI/], iK1 MarOTh TEHETUYHY MYTAITif0, IO KOPUTYETHCS 3a
nonomorow mpomnycky 51 ex3ona (6musbko 13% marientiB). Ilpemapar cnpsmoBaHuii Ha
mponyck J1eeKTHOro MAiNsSHKA (€K30Ha) B TEHI 1 CHOpUsS€ BHUPOOJIEHHIO YaCTKOBO
(hyHKIII0HATBFHOTO AUCTPOQIHY.

Translarna (Ataluren) nokaszanmii xBopum Ha MJIJI 3 HOHceHc-myTauieto (Oau3pko 13%
naifieHTiB). MexaHi3M aii aTamypeHa HeBimoMHIl. BBakaeTbcs, 10 BiH B3a€eMOAIE 3 Ti€lO
YaCTUHOIO KJIITHHH, SIKa «3UUTYy€e» OUIKHU, AO3BOJSIOUH 1 «3UYUTYBAaTU» (PYHKIIIOHAIBHHUM OLTOK B
00X17] HOHCEHC-MYTaIlii.

Ha nmanuit MOMEHT TPOBOAATHCS KiTbKAa KIIHIYHHMX JOCHIKEHb, CIIPSIMOBAHUX Ha cHeruQidHi
TeHeTHYHI MyTarii, 1mo BukiaukaoTe MJI/]. ['eHeTmuHuii aHanmi3 JO3BOJIUTH JI3HATHCS, YU
MIIXOIUTE BU JUIS y4acTi y Oyap-sKOMy 3 IHX aociimkeHb. [1[o0 momomortu opranizaTopy
KJIIHIYHUX BHUNPOOYBaHb 3HANTHU MaIll€EHTIB, SKI 3MOXYTh OpaTH y4acThb y BHIPOOYBaHHSX,
00OB'SI3KOBO 3apeecTpyrTecs y BalloOMy HaIiOHATBHOMY peectpi mamieHTiB 3 MJIJ] - crimcok
MO’KHA 3HalTH 3a mocuiaaHHsM: https:/treat-nmd.org/what-is-a-patient-registry/list-of-registries-
by-disease/duchenne-becker-muscular-dystrophy/

[Tpu M's30Bii nucTpodii romenHa BUKOPUCTOBYIOTS 1 1HII IPEnapaTH 1 XapuoBi J0OABKH, KpiM
NepepaxoBaHUX BUIIE, OJIHAK BOHU HE OyJIU CXBajleH1 YIPaBIIHHAM 3 KOHTPOJIIO 3a MPOTYKTaMHU
xapuyBaHHA 1 Jikapcbkumu npenapatamu CIHA (FDA) aGo €BponeiicbkuM areHTCTBOM
nikapcbkux 3aco0iB (EMA). Xowa Oarato 3 3aco0iB, mo mnepepaxoBaHi y bromi 3,
BUKOPUCTOBYIOTHCS TOBCIOJIHO, BIJICYTH1 JOCTATHI JOKa3W Ha KOPHUCTh iX e(ekTuBHOCTI abo
mKiauBocTi. [IpoKoHCYIbTYHTECS 31 CHEelialiCTOM 3 HEPBOBO-M'30BUX 3aXBOPIOBAHb, HEPII
HDK TOYMHATH a00 MPUIHUHATH MPUIOM JIKapChKUX Mpenaparis.


https://treat-nmd.org/what-is-a-patient-registry/list-of-registries-by-disease/duchenne-becker-muscular-dystrophy/
https://treat-nmd.org/what-is-a-patient-registry/list-of-registries-by-disease/duchenne-becker-muscular-dystrophy/
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BJIOK 3. IHIII ITPEITAPATHU TA XAPYOBI JOBABKH, HE CXBAJIEHI 10
BUKOPUCTAHHA ITPU M

ExcrniepTs mocminuinm HU3KY MperapariB Ta XapdoBUX T00ABOK, 1110 Y ACSIKAX BHITaIKaX
3aCTOCOBYIOTBCS JUIS JTiKyBaHHA M's130Boi auctpodii romena. Ha migcraBi aHanisy JaHux,
OIMyOJiKOBaHUX MPO 111 PEUOBUHU, BOHU 3pOOMIH BUCHOBOK IIOJI0 JOCTATHOCTI JOKa3iB X
6e3nexu Ta eeKTUBHOCTI.

ExcnepTu ailim/am Takux BUCHOBKIB !

3acTocyBaHHsI OKCaHIPOJIOHY (aHAOOIIYHOrO CTEPOiaa) HE PEKOMEHI0BAHO.

3acTocyBaHHsI OOTOKCY HE PEKOMEH]I0BAHO.

BincytHi n1oka3u Ha KOPUCTh CUCTEMAaTHMYHOrO 3aCTOCYBaHHs KpeaTuHy. PannomizoBaHe
KOHTPOJIbOBAHE JTOCITIKEHHS KpeaTuHy y xBopux Ha M/IJ He BUSBWIIO SIBHOI KOPHCTI.
SIkimo y mauieHTa, SKMH MpUMae KpeaTuH, BUHUKAIOTh MPOOJIEMH 3 HUPKaMH, IPUIHOM
LbOr0 Npenapary ciiJ NPUIMUHUTH.

Hapasi HeMOXJIMBO JaTW OJHO3HAYHY PEKOMEHAII0 OO0 3aCTOCYBAHHS I1HIIHMX
Xap4oBHX N00aBOK a0o mpenaparis, Takux sk kopepment Q10, KapHITHH, aMIHOKUCIIOTH
(rmyramiH, aprifid), mpoTH3anaibHi 3aCO0M Ta AaHTUOKCUAAHTU (puO'SUMil KUp, BITaMiH
E, excTpakr 3e5eHoro 4aro, NeHTOKCU(LIiH) TOIIO, Y TOMY YUCI1 POCITUHHUX €KCTPAKTIB.
ExcrnepTu aifiiuiM BUCHOBKY, 110 JOKa3U €()EKTUBHOCTI X 3aCTOCYBAaHHS BIACYTHI.
Excnieptu mominsroTh AYMKY, 0 y Lid cdepi moTpiOHI MOAATKOB1 AOCTIIKEHHS.
3a0X04y€eThCSI AKTHBHA y4acTh MAIliEHTIB Ta iX CiMe# y BUIJISII peecTparlii y peecTpax ta
y4dacTl y KJIIHIYHUX BUIIPOOYBaHHSIX.

TABJIMLIS 2. IOBIYHI EOEKTH CTEPOINIB: PEKOMEH/IAIII 3
MONEPEKEHHSI TA TIPO®IIIAKTUKHT

VY Tabnuii HaBeIEHO KUIbKa TUIIOBUX MOOIYHUX [if, MOB'S3aHUX 3 TPHUBAIUM MPUIOMOM
cTepoini. BaxxnuBo mam'staT, o pi3Hi JIIOAM MO-PI3HOMY MEPEHOCTH 10 Teparito. Kirou 1o
YCIIITHOT CTePOIMHOT Teparii - 1[e YCBIIOMIIEHHSI MOKIIMBUX MOOIYHHUX i 1 BXKUTTS 3aXO0/IB JIJIs
ix 3amobiranHs abo MiHiMizamii. SIKmo moOiuHi i He MiAAAr0THC KOPEKIlii, MOYKe 3HaT00UTHCS
3HIWKEHHS 103U (MamtoHok 4). ko ne He Aano pe3yibTariB, HEOOX1IHO MEPEelTH Ha IHLINI
THUII CTEpOiAiB a0 PeXHUM J103yBaHHs, a HE MPUIUHATH NpHUiioM 30BCiM. Lle BinOyBaeTbes mif
KOHTPOJIEM CIIeI[ialicTa 3 HEPBOBO-M'I30BUX 3aXBOPIOBAHb.
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ITo6iunmnii epexT

JonarkoBa iHdopmanis

OorosopuTH 3i cieniajgicTom 3
HEPBOBO-M'SI30BHX 3aXBOPIOBAaHb

30lILIIEeHHS Bary i
0KMPiHHSA

Crepoigy MOXYTb CTUMYJIIOBATU
aneTuT; OTpUMAaNTe
pexoMeHalii 3 XapuyBaHHS 710
H0YaTKy NPpUIOMY CTEpOiniB.

Bubip pariony xapuyBaHHS IS BCiel
ciM'i MIOBUHEH OYTH MPOJyMaHUM,
1100 YHUKHYTH 301UIbIIICHHS Bard.
I1nan 310pOBOro XapuyBaHHs
CKJIAZIAIOTh 32 MOPAJIO0 JIIETOIOTa Ta

TPy JOTJIAAY.

Cunapom Kymnnra
(Micsaenoione
00 Im44s)

3 yacoM crae OUIBII HOMITHOKO
MOBHOTA OOJIMYYS Ta IIIK.

PerenbHMIT KOHTPONB TIETH,
MIHIMaJIbHE CIIOKUBAHHS LYKpY 1
COJi 3yMUHATH 30UThIICHHS Bark Ta
nposiBu cuHapoMy Kymimnra.

Hapmipnuii picr
B0JIOCCS HA TLJII
(ripcyTusm)

Crepoian 4acTo BUKIMKAIOTh
HaJMIpHHUH PICT BOJIOCCS Ha TiMi.

3a3Buyail CUMIITOMH IOMIpHI i He
BHMAararoTh 3MiHM MEJAUKAMEHTO3HOT
Teparii.

AKHe, rpu0OKoBi
iHdexuii mKipu
(smuait),
0opogaBku

CunpHilie BUSBISIETHCS Y
ITUTITKIB.

Crnenudiune gikyBaHHA (3acodu st
30BHIIIHBOT'0 3aCTOCYBaHHS ). Pexxum
MPUHOMY CTEPOINIB 3MIHIOIOTD JIHIIE
y BUMNAJIKY CUJIbHUX €MOLIITHIX
NepEeKUBAHb.

Hu3sbknii 3pict

3piCT BUMIPIOIOTH HE piflle, HIK
pa3 Ha 6 MICSIIiB B paMKax
3arajibHOTO OIJISY.

S0 pict cnoBUIbHUBCS 200
3YMHUHUBCSA, a00 30UTBITYETHCS MEHIII
HDK Ha 4 CM Ha piK, ad0 AKIIO 3picT
<3 mpoleHTuIs, He0OXITHO
3BEpHYTHCS JI0 €HIOKPUHOJIOTA.
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ITo0iunmnii edpexT

JonatkoBa iHdopmanis

OorosopuTH 3i cieniajgicTom 3
HepBOBO-M'ﬂI}OBI/IX 3ax30meaHb

3aTpumka
CTaTEeBOr0
JN03piBaHHSA

CrateBe 103piBaHHS
KOHTPOJIOIOTH TiJ] 4aC KOKHOTO
OTJISIY, IOYMHAIOYH 3 9 POKIB.
[ToBimomre nikaps npo Oyab-sKi
BUTIA/IKH 3aTPUMKHU CTaTEBOTO
J03piBaHHA Y CiIMEHHOMY
aHaMHe31.

XJI0M4YuKaM, y sIKHX CTaTeBe
J03piBaHHS HE movajnocs ao 14
POKIB, pEKOMEHAYIOTh 3aMiCHY
TEpaNito TECTOCTEPOHOM.

SIkmo Bac TypOye 3aTpuMKa
CTaTeBOr0 PO3BUTKY, a00 SIKIIO
CTaTeBe JI03piBaHHS HE ITOYAJIOCs J10
14 poxkiB, 3BepHITHCS 3a
KOHCYJIBTAIII€I0 10 €HJAO0KPUHOJIOTA.

Po3znax noBeninku
(0ooamkosa
iHghopmayis npo

[ToBimomre nikaps mpo 3MiHy
II0YaTKOBOT'0 HACTPOIO,
TEMIIEPAaMEHTY Ta PO PO3BUTOK
COVT.

Po3nanu noBeniHku Ciij JiKyBaTH 10
MOYaTKy CTEePOiMHOI Teparrii,
HAIPHUKIIA]], IPOBECTH KOHCYJIbTAIIIFO
Ta 3pOOUTH MPU3HAYCHHS 010

nosedinky y Posoini Maiite Ha yBa3i, 0 CUMIITOMH COVT.
10) 4acTO TUMYACOBO Mo>kHa niepeHecTH PUHOM CTEPOiIiB
3aroCcTPIOIOTHCA Y MEPIIi IIICTh | Ha MI3HIMUN Yac 100U - 00roBOpITh
THO)KHIB CTEpOiHOI Tepartii. 1€ 31 CIIeIiaicTOM 3 HEpPBOBO-
M'I30BUX 3aXBOPIOBaHb 1 (haxiBIEM 3
MTOBEIIHKOBHX MPOOJIEM.
Ipurnivenust [Ipuiiom crepoiniB Moxe [TpoiiniTh BaKIIMHAIIIIO BiJ BITPSHOI
iMmyHiTery 3HU3HUTHU IMYHITET (31aTHICTb BicTM (SIKIII0 BOHA HE TMPOBOIHIIACS)

HPOTUCTOATH 1H(EKIIIAM).
bynpTe HamoroToBi Ta BXKUBANUTE
3axXO0/IiB MONEPEHKEHHS Ta
JTKyBaHHS 1H(EKITiH.

710 TI0YaTKy CTEPOiTHOT Tepartii;
3BEPHITHCS 0 JIKAps MiCIsl KOHTAKTY
3 HOCISIMH BITPSIHOI BicIIH.

SIKII0 y BalioMy perioHi icHye
MIBUIIICHAN PU3HK 3aXBOPIOBAHOCTI
Ha TyOepKyibo3, BaM OyJie MoTpiOHO
JOAAaTKOBE CIIOCTEPEKCHHS.
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oGiunuii egpext

JdonarkoBa indopmanis

Oo6rosopuTH 3i cieniajgicTom 3
HEPBOBO-M'SI30BHX 3aXBOPIOBAaHb

Ipurnivenust [TpoindopmyiiTe yBech [TonpociTsk criemianicra 3 HEPBOBO-
¢pyHkuii kopun MEAUYHUI NEPCOHAN PO TE, 110 | M'SI30BUX 3aXBOPIOBaHb CKJIACTHU AJIS
HATHUPKOBHUX BU TIpUIIMa€eTe CTEPOIny, 1 MaiiTe | Bac IHCTPYKIIIIO 3 BBEJICHHS YIapHOT
3aJ103 pu co01 0COOUCTY KapTKYy. 71034 cTepoinis. BiH moBuHeH
He npomnyckaiite npuiiom BKJIFOYATH HACTYITHI BKA31BKH:
4eproBoi g03u cTepoiniB 6unpmn | ¢ [llo pobutu, sKIo mponymeHo
HDK Ha 24 TOAWHU, OCKUTBKY 1€ | YePTrOBUN NMPUKOM CTEPOIiB OiIbIIIe,
MOXe€ MTPU3BECTU J0 IOCTPOi HDK Ha 24 roauHu (uepes Kypce
HEOCTaTHOCTI. roJI0lyBaHHsI, XBOpoOy abo
[Tam'siTaiite, B IKMX BUIIAIKaX HEJIOCTYITHICTh pererTa)
CIiJ BBOAUTHU yAApHi 103U * Konu BBOIMTH ynapHi 103U
CTepoiniB (cepiiozHe CTEpOiNiB, B IKOMY 00Cs31, 1 B Kii
3aXBOPIOBaHHS, TpaBMa abo dhopmi (mepopainbHo,
oreparlisi), 100 YHUKHYTH BHYTPILTHHOM'SI30Ba 200
rOCTPOi HEAOCTATHOCTI. BHYTpIIIHbOBEHHA iH'eKist). J{ns
[Tam'sTaiiTe O3HAKK 1 CHMIITOMHU | TIPUKJIAAy O3HAOMTECS 3
rocTpoi HeJocTaTHOCT1 (011 B MIPOTOKOJIOM MTPUHOMY CTEPOIIiB
XHBOTI, OmoBoTa, cornuBicts). | I1.Jx. Hikonodda nHa caiiti
OTtpumaiite perent Ha www.parentprojectmd.org/pj
BHYTPIITHHOM'SI30B1 1H'€KIIi1 * Slki1o Bu 30upaeTecst MpUIMHUHUTH
T'IPOKOPTU30HY (BU MOBHUHHI IPUAOM CTEPOiJIiB, MOMPOCITH JIIKAps
BMITH iX 3aCTOCOBYBATH y pasi CKJIACTH Tpag)iK MOCTYIOBOTO
TrOCTPOT HETOCTATHOCTI). 3HWKEHHS J03H. Y SKOCTi 3pa3ka BiH
VY 5xoHOMY pa3i He IPUIIUHANTE | MOXKE BUKOPUCTOBYBATH IPOTOKOJI
IIPUIOM CTEPOilIB PanToOBO. pUiioMy cTepoiiB
IT./1x. Hixonodda Ha caifri
www.parentprojectmd.org/pj .
HinBumenni Aptepianbauit TUCK (AT) VY pa3i migBUILIEHOTO apTEPiaTbHOTO
apTepiajibHMii THCK | BUMIPIOIOTH IiJ] 4aCc KOXKHOT'O THUCKY BapTO 3HU3UTHU CIIOKUBAHHS
(rimepren3is) OTJISITY Y JIIKapSL. COJIi Ta CXyJHYTH.

SIKIIo 11 3aX0aM HE Tal0Th
pe3ynbTary, Ball JIiKap MepBUHHOT
JIAHKH PO3IJISIHE NPU3HAYCHHS
IOJATKOBUX MEINKAMEHTIB.



https://translate.google.com/translate?hl=ru&prev=_t&sl=ru&tl=uk&u=http://www.parentprojectmd.org/pj
https://translate.google.com/translate?hl=ru&prev=_t&sl=ru&tl=uk&u=http://www.parentprojectmd.org/pj
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Io0iunmii edpexT

JonarkoBa iHopmanis

OO0rosopuTH 3i cieniajgicrom 3
HepBOBO-M'H?.OBI/IX 3aXBOplOBaHb

Henepenocumicts [1ix yac Bi3UTIB A0 JiKaps Skmio aHani3 cedi abo CUMITOMHU
IJII0KO3H JOCIIDKYIOTh C€9y Ha BMICT CBiYaTh PO PO3BUTOK
IJIFOKO3U 32 JI0IIOMOT'OF0 TECT- HEMEepeHOCUMOCTI, MOXYTb
CMYXKKH. 3HaJJOOUTHUCS 10JIaTKOB1 aHAIII3H
[ToBimomTe nikapst mpo KpOBi Ha JiabeT 2-To TUIy.
30UTBIIIEHHS 00'eMy cedi abo
IOCWJIEHHS CTIpary.
Pa3 Ha pik IpoBOJATH aHaI3
KpPOBI 3 METOIO KOHTPOJTIO
PO3BUTKY AiabeTy 2-To TUIY Ta
IHIIUX YCKJIAJIHEHb, ITOB'I3aHUX
31 30UIBIIIEHHSAM Bard IIix 4ac
npUiioMy CTEpPOiiB.
I'acrpur / Crepoiny MOXYTh BUKIIUKATH YHuKaNTE IPUIOMY HECTEPOITHUX
ractpoe3odareajbHa | cMUMOTOMH peIItokcy (1Medito). | MpoTH3anaJbHUX IIpernapariB

peduirokcHa XBopoda
(T'EPX)

Sxmio y Bac 3'BUIHCA Taki
CHUMIITOMH, ITOBIIOMTE
CrieriajaicTa 3 HepBOBO-
M'SI30BUX 3aXBOPIOBAHb.

(HITI3II), Takux sik acmipuH,
10ympodeH, HarmpoKCceH.

AHTaUUIM JOTIOMOXKYTh YCYHYTH
CUMIITOMH.

Bupaskosa xBopo0a

[ToBinmomTe mpo OiTb y HITYHKY,
TaK SIK 1€ MOKE€ CBITYUTH MTPO
HOUIKOJ)KEHHS CIIU30BO1
00OJIOHKH IIIITYHKY.

[Ipu anemii abo pu migo3pi Ha
KpPOBOTEUY B KHILIEYHUKY
HEepeBipAIOTH BUITOPOKHEHHS Ha
CJI1IA KPOBI.

VYHukaiite npuitomy HIT3I1T
(acmipuH, 10yripodeH, HampPOKCEH ).
PenentypHi npenapatu Ta aHTalUAN
JIOTIOMOXYTh YCYHYTH CHUMITTOMH.
3BEpHITHCS 70 TaCTPOSHTEPOIIOra 3a
JIarHOCTUKOIO Ta JIIKYBaHHSIM.

Karapakra

Crepoinn MOXYTh BUKITUKATH
HEYCKIIAHECHY KaTapakKTy;
000B’SI3KOBO MPOXO/IbTE
HIOpPIYHE OOCTEKEHHS Y
orampMmornora.

VY pasi po3BUTKY KaTapakTH, 10
CYIPOBOJUKYETBCS 3HUKEHHSM 30pY,
noayMaiTe mpo 3aMiHy
nedaazakopTa Ha IPEIHI30H
(mpuiiom nednazakopra MoB's;3aHUi 3
HiIBUIICHUM PU3HKOM PO3BUTKY
KaTapaKTH).

OTtpumaiite KOHCYIBTALIIIO
odrampMoriora.

Karapakrty nikytoTh TUIBKH B TOMY
BUIIAJIKY, SKIO BOHA
CYIPOBOJDKYETHCS 3HUKEHHSM 30DY.
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oGiunuii egpext

JdonarkoBa indopmanis

Oo6rosopuTH 3i cieniajgicTom 3
HEPBOBO-M'SI30BHX 3aXBOPIOBAaHb

OcTteonopo3 ITix gac Ko>)kHOTO BilBiAyBaHHs | 3aJeXHO Bix piBHA BiTaminy D B
crienianxicra 3 HEpBOBO-M'SI30BUX | KPOB1 MOXKYTh IIPU3HAYATHCA
3aXBOPIOBaHb MOBIIOMIISUTE NO0AaBKH 3 UM BITaMiHOM.

PO TIEPEJIOMH 1 OLTh Y CITHHI. [IlopiuHO TIEPEBIPAIOTH PIBEHB 25-

3 METO0 BUSBIICHHS rigpokcuBitaminy D; o

KOMITPECIHHUX MEPETOMIB, HEOOXIHOCT1 MPU3HAYAIOTH Y

KOHI1 1-2 poku poOIATh BUTIAAl JOOABKH.

pEeHTreHorpamy xpeora. [lepexonaiiTecs, 1110 Balll piBeHb

DEXA koxHi 2-3 poKH 3 METOI0 | CHIOKMBAHHS KaJbIIil0 BiIOBigae

KOHTPOJIIO IIUTbHOCTI KICTOK. PEKOMEHI0BaHOMY JIJISl BAIIOTO BiKY.

HlopiuHo MpoBOIATH TECT Ha 25- | Y pa3i HeAOCTATHHOI'O CIIOKUBAHHS

rigpokcuBitamin D (Haiikpamie | KaJbLilo pa3oM 3 DKEI0, MPU3HAYAIOTh

11e POOUTH HANPUKIHII 3UMH Y N00aBKH 3 KAJIBIIIEM.

KpaiHax 3 Ce30HHHM KiiMaToMm): | JIJst HiATpUMKH 30pOB's KICTOK

SKIIO PIBEHb 3HIKEHO, PEKOMEHIYIOTh BIIPaBH 3 BArOBUM

PU3HAYAIOTh TOOABKH 3 HaBaHTa)XCHHSM (y MOJIOXKEHH1

BiTaminoMm D3. CTOSTYH).

[{opoky mpOBOJATH OLIHKY [TpokoHCcynbTYiiTECA 3 JTiKapeM 3

peXUMY XapuyBaHHS, 11100 HEPBOBO-M’SI30BUX 3aXBOPIOBaHb 200

MIEPEKOHATHUCS y CITIOKUBaHHI (izioTepaneBTOM 3 MPUBOY BUOOPY

JIOCTaTHBOT KUTBKOCT1 KaJIbI[iI0. | IPOrpaMu TPEHYBaHb.
Mior100inypist [ToBinomre crenianicry 3 YHuUKalTEe HANIPYKCHUX Ta

(ceua nabysae
uepBoHO-0YP0oco
KOIbOpY uepes
émicm npooykmie
PO3naody m'a1308020
oinka. Ananiz
nposoosimys y
JIKApHAHIU
nabopamopii)

HEPBOBO-M'SI30BUX
3aXBOPIOBaHb, AKIO Ballla ceya
HaOysa yepBOHO-Oypuil KOIIp.
[IpoBoasTH MOCTiKEHHS cedi
Ha BMICT MIOTJI001IHY.

Takox TOCHIIKYIOTh Ceuy Ha
O3HAKH HQEKIIIT.

HE3BUYHHX (PI3MUHUX BIIPAB, TAKHX
SIK O1r 3 TOpy BHU3 200 CTPUOKHU Ha
0aTyTi.

[MuiiTe TOCTATHIO KUTBKICTD PiIHHM.
SIKIIIO CHMIITOMH HE TIPOXOJISITh,
MIPOBOJISATH JTOCIIDKCHHS HUPOK.
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7. EHAOKPUHHA CUCTEMA

3acTocyBaHHS CTEpOiNiB Juisi JIiKyBaHHS M'sS30BOi auctpodii [lromeHa Moke HEraTHBHO
MO3HAYUTHUCS Ha PIBHI JESKUX TOPMOHIB. B mepiry depry, 1me cTocyeThcsi TOPMOHY POCTY (IO
MPU3BOJMUTD J0 3aTPUMKH POCTY) 1 HOJIOBIYOTO CTATEBOI'O TOPMOHY TECTOCTEPOHY (IIPU3BOIAMUTH
0 3aTPUMKH CTaTEeBOTO pPO3BUTKY). Skmo Bac TypOye picT, crareBe mo3piBaHHS abo
npurHiueHHs! QYHKIIH KOPH HAJIHUPKOBUX 3aJ103, CHEIIATICT 3 HEPBOBO-M'I30BUX 3aXBOPIOBAHb
HampaBUTh BaC 10 CHIOKPHUHOJIOra.

3PICT I CTATEBA 3PLJIIICTD

Hwuspkwuii 3picT i 3aTpuMKa CTaTeBOi 3pLIOCTI MOXKYTh CTATH MPUYNHOIO EMOLIHHIX TIEPEKHBAHB,
TOMY HE COPOMTECs OOTOBOPIOBATH Ili MUTAHHS 3 JlikapeM. Hu3bKke 3pocTaHHS MOXKE CBITUUTH 1
Mpo 1HIII npoOieMu 31 3J0pOB'sIM, a HECTauya TECTOCTEPOHY MOTIpIIye 3/10pOB'S KICTOK. 3 Ii€l
NPUYMHU CHEUiallicT 3 HEPBOBO-M'SI30BUX 3aXBOPIOBAHb IOBHHEH YBAXXHO KOHTPOJIOBATH
3pOCTaHH 1 HACTAHHs cTaTeBOi 3piocTi (MaoHOK 5).

TEPAIIISA TOPMOHOM POCTY

e [IpuiioM rOpMOHY POCTY MPU3HAYAIOTH, SKIIO BIACHOTO TOPMOHY POCTY B OpTraHi3Mi
Opaxkye.

e BincyrHi goka3u abo JiTeparypa o0 0e3neky Ta eeKTUBHOCTI 3aCTOCYBAaHHS TOPMOHY
pocty y xBopux Ha M/I/] 3 HOpManbHUM piBHEM BIACHOT'O TOPMOHY.

e 3acTocyBaHHS FTOPMOHY POCTY TOB's3aHE 3 MOTEHIIHHUM PU3UKOM MOSIBU TOJIOBHUX OOJIIB,
MIJBUIIEHHS BHYTPIITHOUYEPEITHOTO TUCKY (B TOJIOBHOMY MO3KY 1 04ax), PO3BUTKY
emidizeonizy TOJI0BKH CTETHOBOI KICTKH (BUKJIMKA€E O, BUMArae Xipyprianoro
BTPYUYaHHs ), TOCHJICHHS CKOJII03Y, @ TAKOX MOB'sI3aHE 3 MiABUIIICHUM PU3UKOM PO3BUTKY
niabery.

e Jlo mpUITHATTSI OCTATOYHOTO PillICHHS 3 TIPUBOY MPU3HAYCHHSI TOPMOHY POCTY,
00T OBOPIOIOTH CIIBBITHOUIEHHS PU3UKY 1 KOPHUCTI.

TECTOCTEPOHOBA TEPAIIIA

e TecrocTepoH HEOOXITHHM TSI ITIITPUMKH 370POB'SI KICTOK, & TAKOXK IS ICUXOCOIIATLHOTO /
EMOIIIITHOTO PO3BUTKY.

e TecTocTepOHOBY Teparnito MOYNHAIOThH 3 MAIHX /103, K1 IOCTYNOBO 301IBIIYIOTh IS IMITaIlii
MPUPOTHOTO CTATEBOT'O J03PIBAHHS.

e [llnaxu BBEICHHS TECTOCTEPOHY MOXKYTh OyTH PI3HUMHU, BiJl BHYTPIITHEOM 'SI30BUX 1H'EKITIH 70
refiB 1 MIacTupiB.

e Jlo moyarky Teparii €HJIOKPHHOJIOT ITOBUHEH OOTOBOPUTH OUIKYBaHY PEAKIII0 OpraHi3My Ha
TECTOCTEPOH: TTOCUJICHHSI 3aMaxiB Tijla, POCIUHHICTh Ha OOMUYYi, aKHE, TOCHJICHUH PiCT,
3aMUKAaHHS XPSIIOBUX TIACTUHOK POCTY Ta ITiIBHINEHE JIi0110 (CTaTeBUI TOTHT).

e MosknuBi moOiyH1 €(heKTH: JIOKaJIbHA 1H(EKITisT Ha MICITi BBEJICHHS, aJepriyHa peaKxilis,
nepernagy HacTPOro, 30UTBIIEHHS YHCIa ePUTPOIUTIB.

e [Ipu TecTocTepOHOBIH Tepamii HEOOX1THO PETYIISIPHO MPOBOJUTH aHaJ13 KPOB1 JUIsl KOHTPOJIIO
BIJIMOBi/Il OpraHi3My Ha JIIKyBaHHS.

I'OCTPA HEJOCTATHICTH KOPU HAJHUPHUKIB

HannupkoBi 3a503u BUpOOIISIFOTE TOPMOH KOPTU30J, SIKUM JJONIOMArae OpraHismy CIpaBiIATHCS 31
cTpecoM (HampHKIad, y pa3i Cepilo3HOro 3axBOprOBaHHS abo TpaBmu). [lin dac mpuiiomy
CTEpOiliB HATHUPKOBI 303U TMPUIHUHIIOTH BHUPOOIATH KOPTH30d (L€ HAa3MBA€ETHCS
«HEJIOCTAaTHICTh KOPH HAaTHUPHMKIBY»). Ilicnsg npunuHEHHs OpuUiOMY CTEpOiliB OpraHizMmy
3HQJI00MTHCS KUTbKA THIKHIB a00 MICSIiB, 1100 3HOBY TMOYaTH BHUPOOJIATH KOPTHU30J. 3a
BIZICYTHOCTI KOPTH30Jy Balll OpPraHi3M HE 3/1aT€H BIOPATUCS 31 CTPECOM, 110 MOXKE NMPU3BOIUTH
710 TAKUX HEOE3MEUHUX JUIS )KUTTS CTaHIB, SIK TOCTPa HEJOCTATHICTh KOPU HATHUPKOBUX 3aJ103.
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INocTpa HEgOCTATHICTh KOPY HATHUPKOBUX 3aJ103 - II€ 3arPOKYIOUE JKUTTIO YCKIIaTHCHHSI,
NoB'sI3aHe 3 MPUHOMOM CTepoiAiB (IuB. ManmoHok 5). Baxknupo nam'statu npo 1ei pusmk, sSKIio
BU PAIITOBO MPHUIMHSAETE MIPUAOM CTEPOiIiB, a00 SKIO YeproBa J03a MPOoNyIieHa OuIbIl, HiK Ha
24 ronuuu. Bcei marfieHTH Ha MOACHHIN CTEPOiaHINA Teparii MOBUHHI MAaTH IUIaH 1 HA BUTIAIO0K
MPOITYCKY J03H, CEpHO3HOI0 3aXBOPIOBAHHS a00 TpaBMH, KOJIHM iM OyJie moTpiOHa J0/1aTKOBA
(ymapHa) mo3a crepoiniB. [HdopMmartist 111010 3armodiranHs, BUSBICHHS 1 KOHTPOIIO
HEJOCTaTHOCTI, a TAKOX MMPaBWJI 3aCTOCYBAHHSI YAAPHHUX JI03, BKIIFOUEHA JIO POTOKOITY IIPUAOMY
crepoinis I1./I. Hikonodda, noctymaoro 3a mocuimanusam WWw.parentprojectmd.org/pj.

CUMIITOMMH I'OCTPOI HETOCTATHOCTI KOPA HAJTHUPHUKIB

O3HakM Ta CUMITOMH T'OCTPOi HETOCTATHOCTI!

CunbHa BTOMA,

TI"onoBHwMI OUIB,

Hymora / 6iroBora;

Huzbkwii piBeHb TIIIOKO3U Y KPOBI;
Hwusbkuit KpoB'sTHUH THCK;

e Brpara cBizoMocTi.

3picT

BumiproBanHS pocTy
KOXKH1 6 MICSIIIB 10
HACTaHHsI CTaTEBO1
3PIJIOCTI 1 JOCATHEHHS
KIiHIIEBOTO POCTY

3aTpuMKa pocty
Bynp-m10 3 BKazaHoro
HIDKYE

p{ * 3MCHILICHHS TIPOICHTIIIS
pocty

* pict <4 cM Ha pik

* 3picT < 3-r0 NP OMEHTHISA

CrareBa 3pigicTh
OLiHKa CTaTEOBOr0
JIO3piBaHHS 32 MIKAJIO0
Tanepa KOXHi 6 MiCSIIB,
MTOYHHAIOYH 3 BiKY 9
POKiB

3aTpuMKa CTaTEeBOro
PO3BHTKY
06'eM sieuok <4 cm® y Billi

r

14 pokiB abo crapuie

Heob6ximgna
KOHCYJIBTAITis
SHIOKPUHOJIOTa

PexomeHayeTbes:

* OITiHKA KICTKOBOTO BIKY 3a
PEHTIEHOTPaMOIO JIIBOT PYKH

* epeBipKa (hyHKLIH OIIUTOBUIHOT
3aJ1031

* KOMIUIEKC JIOCHIDKEHb YEPBEHO]
MOPOXXKHUHU

* (hakTOpU pocTy

* 00'eMHa MeTa0OTIYHA ITaHEb

* IOBHAY aHAJI3 KPOBI

Ho posrisiny
TecT cTUMYIALII TOPMOHOM POCTY

Heo0xinna
KOHCYJIBTAITis
SHIOKPUHOJIOra

PexoMeHnayloThCs 1a00paTopHi
JAOCJTiIKeHHSI :

* JIIOTETHI3yIO YNl TOPMOH

* (hOMIKYJIOCTUMYJITIOU NI TOPMOH
* TECTOCTEPOH

Pexomenayerncst Tepanis
rinoroHagu3my:

* 3aMiCHA TepaIlisi TECTOCTEPOHOM
3 MTOCTYITOBUM 301TBIIICHHSIM 1031
* peKOMEH/IOBaHa y Bimi >14
POKiB; MOXXHA ITOYMHATH 3 12
POKiB

Jo po3rasiny
O1iHKa KiCTKOBOT'O BIKY 32
PEHTIEHOTPaMOIO JIIBOT PYKH

Mantonox 5. Oyinka i KOHMPOAL 3pOCMY MA HACMAHHA CIMAMeBOI 3PINOCmi Y pasi NPULomy
2NIIOKOKOPMUKOCmMepoioia
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8. 31I0POB'A KICTOK (Mantonok 6)

310poB'st KICTOK BakJIMBE Ha ycix ctaaissx MJIJI, He3anexHO BiJ TOro, 4u 30€peKeHO 3aTHICTh
XOUTH camocTiitHo. XBopi Ha MJIJ] pi3HOro BiKy MarOTh ClIaOKi KiCTKH, OCOOJIMBO, SKIO BOHU
npuiiMaioTh crepoinu. CTepoiay € MPUYMHOI 3HMKEHHS! MiHEpalIbHOI IIUIBHOCTI KICTOK, 110, B
CBOIO 4Yepry, MPU3BOIAUTH IO MiABHIICHHS pU3UKy mepenoMiB. CrnaOKicTh M'S3iB 1 3HIDKEHA
PYXJIUBICTh TAKOXK BUCTYNAIOTh (DaKTOpAMH PU3UKY JIAMKOCTI KiCTOK.

JlBoeHepretnuHa peHTreHiBcbka abcopOuiomerpiss (DEXA) - me HeiHBa3MBHHIA MeTOA
BHMIPIOBAHHS MiHEPAJIBHOI MUTLHOCTI JJOBTUX TPyOUYacTHX KicTOK (HIr abo pyk). TOHKI KiCTKH
OUIBII CXUJIBHI 10 IIepesioMiB. BuzHaueHHs MiHepalbHOI IILUIBHOCTI JIEKUTh B OCHOB1 KOHTPOJIIO
3arajpHOrO 3710poB's KicTok. Jocmimkenns DEXA pexomeHIyeTbcs NPOBOAWTH KOXHI 2-3
POKH.

XBopi Ha MJIJI, oco0nuBO Ti, XTO HMpUMae CTEPOIAM, MAlOTh MIJBUILEHUI PU3HUK PO3BUTKY
KoMmripeciiiHoro nepenomy xpedra. Kommpeciiinuii mepenoM BiIOYBa€eThbCs, KOJIU Yepe3 BEIUKY
KUIBKICTh JpiOHMX TpImWH XpeOri negopMyroThCcs 1 cTHCKaoThes. KommpeciiiHuii mepenom
XpebdTa MOXKe CyMpOBOMXKYBATHCA OOJIHOBUMHU BIAUYTTAMHM, ajié HaBITh SKIIO BOHM BIACYTHI,
HOro MOXHa pO3Mi3HATH HAa peHTreHorpaMi xpeodra y Oiuniii nmpoexuii. [Ipu neperomax xpedra
Mpu3HavYaloTh OicochoHaTn, OCOONMBO 3a HASIBHOCTI 00I0. PekOMEHIYETHCS TPOBOIAUTH
pentreHorpadiro xpedra KoxHi 1-2 poku, a 3a HassBHOCT1 OOJIIO B CIIMHI — YacTilie.
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KicTkoBa TkaHWHA TMOCTIHHO PYHWHYETHCS, BCMOKTYETHCS B KPOB 1 3HOBY BITHOBJIIOETHCS.
Crepoinu CHOBUIBHIOIOTH CTalil0 BinHOBIEHHS. bicdochoHaTh 3B'A3yIOThCS 3 MOBEPXHEIO
KICTKH, YIOBUIBHIOIOUM TpOLEeC PYHHYBaHHS 1 peaOcopOIii, MO YMOXIUBIIOE epEeKTHBHIIIE
BIZHOBJIEHHS KICTKOBOI TKaHMHU. KiCTKH CTAIOTh HIIIBHIMIKMU 1, IK MOKHA CITOIIBATUCS, OLIbIII
3IOpPOBHMH 1 MEHII CXWJIBHUMH 10 repenoMiB. [Ipuitom OGicdocdhoHaTiB 0OTOBOPIOIOTH MPHU
MOSIBI O3HAK 3HWKECHHSI MIUIBHOCTI KICTOK, TEpelioMi JOBroi TpyO04acToi KIiCTKH, IO HE
CYNPOBOKYBABCSl CEPHO3HOI0 TPaBMOIO, ab0 TpH KOMIIpECIHHOMY TiepenoMi xpedTa (IuB.
MaitoHok 6).

Ouinka Ta ingopMyBaHHs

IndopmyBaHHs Ta OIiHKa eproTepaneBToM ado (iziorepaneBToM

* YV Oyap-sKii cuTyallii MiHIMI3yBaTH PH3UK MAIHHI, «TABUTHUCS IIiJ1 HOTH», BHOMPATH
ONITHUMAJIBHY MICIIEBICTh T X060, 00XOTUTH TIEPEITKOIH.

* [TarmienTa Ta #ioro ciM''o HaBYAIOTh MpaBUIaM OE3IMEYHOTO BUKOPHCTAHHS Bi3Ka; IMOSCHIOIOTH,
10 MaJiHHA 3 Bi3Ka YaCTO CTa€ MPUIHHOIO TPABM.

* ciM'I0 HaBYarOTh Oe3MeYHOMY IIiAHIMAHHIO Ta MEPEMIILIEHHIO XBOPOTo 3 Bi3Ka Ta Y Bi3OK.

3arajabHi pekoMeHaaunii

YHHUKaTH MagiHb PYU BUKOPUCTAHHI Bi3ka abo
IHIINX JOMOMI)KHUX TPUCTPOIB - 3aBKIN
BHKOPHCTOBYBATH MACOK O€3MEeKH Ta MPUCTPii
IIPOTHU IIEPEBEPTAHHSL.

besneka B tomManiHix ymoBax — npuOupary 3
ITi/UTOTH OY/b-SKi MMEePEIIKON, TaKi K
KWJIMMH, PO3KHJIaH] irpalliki, MOTY3KH Ta iHII1
MoOyTOBI IPEMETH.

Besneka Ha HepiBHUX a00 CIM3BKUX
MTOBEPXHSIX:

* OyabTe 0COOTMBO YBaXHUMH Ha BYJIHIII
4gepe3 HepiBHI MIOBEPXHi;

* PEKOMEHIY€ThCS HaIATaTH TYMOBI KaIIi iy
Yac X0p01 10 CIIM3BKill TOBEpXHi 011 BOIH;
* ISl yHUKHEHHSI TaJliHHSA, 10
TOMIJIKOBOCTOITHUX TYTOPIiB KPIIJIATh
HECITU3bKi YCTUTKH.

be3neune mepeMimieHHs y Bi30K Ta 3 Bi3Ka-
MOJyMaiTe MPO BUKOPUCTAHHS aIalTHBHUX
3ac001B JOMMOMOTIH ITiJ Yac MMiIHIMAaHHA BXE Ha
paHHii crafii ;yis 3a0e3nedYeHHs 0e3neuHol
MiATPUMKH Ta MiHIMI3allii pU3UKY TaaiHb 1
TPaBM IIiJl Yac MepeMilleHHsl, KyllaHHs,
BUKOPHUCTaHHS TyaleTy.

KopwucHi inei s nomy:

* MPOTUKOB3KI KUJIUMKH JUISl BAHHOT;

* IOPY4Hi B 1y1IoBiil kabiHi a00 BaHHOIO;

e crieniajabHe CUAIHHA a00 aJanTUBHI 3acO0H IJIs1 BAHHOI,
* HEKOB3HE (pHQJIeHe) TOKPUTTS JCPEB'THUX CX1JIIIB;

* IopyuHi 3 000X OOKIB CXOJIIB.

Manionok 6. Pexomenoauii 3 be3nexu ma 3anobicans naoiHHAM
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9. OPTONNEAUYHI ACHEKTHU (Manionox 7)

OptomnenuyHi 3aco0M 3aCTOCOBYIOTH [UISl MIATPUMKH CaMOCTIMHOT XOIb0M Ta MOTOPHHUX
GyHKIIM, a TakoX 3 METOI MiHIMI3allil TMOSBU KOHTPAKTYp. 3JAaTHICTH CTOATH 1 XOIHUTH
JIOTIOMOYKE 30€perTH 3I0pOBY MOCTABY Ta 37J0POB'SI KICTOK.

KOHTPAKTYPHU

VY wmipy Toro, sik cinaluarTh M'sI3U, IPUBOAUTU B PyX CYIJIoOU cTae Bce Baxkue. BoHM MOXyTb
3aCTUTHYTH B OJIHOMY IOJIOXKEHHI, 110 i Ha3UBA€ThCsA KOHTpakTyporo. ITinTpumka npaBuibHOL
MOCTaBM MiJl Yac XOAbOHM JIOMOMOXKE IMOMEPEeTUTH PO3BHTOK CKOJI03Y 1 KOHTPAKTyp CTON i
HIUKOJIOTOK. Y TOJIOKEHH1 CUISYH CIIAKYHTE 32 MOCTAaBOIO 1 PIBHOMIPHUM PO3MOILIIOM Baru Ha
0o0uB1 cropoHu Tina. CTymHI 1 HOTM MOBMHHI OyTH KOM(OPTHO PO3CTaBJIEHI 1 MaTu rapHy
onopy. Hanexxna mocanka, mo 3a0e3rneuye MiATPUMKY CIIUHH 1 Ta3y, € KIIOUOBUM (hakTopom
BUOOpY Bi3ka. ICHYIOTH XipypriuHi omeparii, 3J4aTHI OIpUJATH MPAaBUIbHE IOJOXKEHHS CTOIAM
a0o0 HaM, AKIIO Iie HeoOX1aHO.

CKOJII03

[Mamientn 3 M/, axi He mnpuiiMaOTh KOPTUKOCTEpOidiB, MaroTh 90-BiICOTKOBUI pHU3HK
BUHUKHEHHSI TPOTrPECy0YOro CKomio3dy (BUKpUBJICHHS XpeOra YOiK, IO 3 YacoM MPOrpecye).
JloBeneHo, IO MIOACHHUH TNPHHOM CTEPOINiB 3HMXKYE PH3MK PO3BUTKY CKOJIIO3Y Ta 3HAYHO
BITEpMIHOBY€E HOr0 B yaci. 3 METOIO MOMEPEIKEHHS CKOII03y YBOXHO CIIIKYHTE 3a MTOCTaBOIO Ta
NOJOKEHHSAM Tina. HeoOXiAHO MOCTiifHE CIOCTEpeX EHHS 3a CTAaHOM XpedTa MpPOTATOM YChOTO
KUTTSL.

IHHEPEJIOMHU JOBI'UX TPYBYACTHUX KICTOK

[lepenom HOTM CTaBUTH i 3arpo3y MOMIIMBICTH MONANBIIOI XOABOH. Y BUIAAKY TPIIIUHU Y
KicTi abo meperoMy HOTH Jdi3HaWTecs, 4yu Oyae MOTpiOHO BaM XIpypridyHe BTPYYaHHSI.
Xipypriuse BTpy4aHHs 4acTo gornomarae xsopuMm Ha M/JIJI mBuame cratu Ha Horu. IToBinomre
crienianxicta 3 HEPBOBO-M'SI30BHX 3aXBOPIOBAHb 1 TPYIY 3 JOIJISILY MPO MEPEIOM 10 MPUUHATTS
Oynp-sKkuX pimieHb. Jlikapi 3MOXyTh JaTH BaM PEKOMEHAAIII1 3 TOTJIALY B JI0 1 MiCsonepaiiitHol
nepio.

[Ipu MI/1 icHye pU3UK pO3BUTKY cHHIpoMy kupoBoi emoomrii (CXKE), mo € nebe3neynnm ams
KHUTTS 1 BUMarae TepMiHOBOi MeTn4HO1 qoromoru. CHHAPOM BHHUKAE BHACITIIOK MMOTPATUISTHHS
y MPOCBIT CYAMHU XXUPOBOI TKAaHWHM, II0 YTBOPHJIACS BHACIIAOK IEperoMy abo cepio3HOro
320010 KicTku. Pa3oM 3 MOTOKOM KpOBi JKMpOBa TKaHWHA MOXKE€ MEPEMICTUTHCS B JIETEHI 1
OOMEXHUTH JOCTYN KHUCHIO B opraHizM. CUMITOMH >KMpPOBOi eMOOIil BKJIIOYAIOTh CIUTYTaHICTb
CBIJIOMOCTI, J€30pi€HTAIlil0, HE3BUYAMHY TOBEIIHKY, NMPUCKOPEHE JUXaHHA W CepueOuTTs Ta
3aauuiKy. SIkmo micjasi magiHHs, 3a0UTTa 200 Mepesiomy y Bac 3'aBuancsa cumnromu CXKE,
BUKJIMKaiiTe Opuraay HeBigkjgaanoi wmeauuHoi gomomoru. IloBizomTe MeauuHOMY
MepCcoHaly, 0 y Bac € Migo3pd Ha KupoBy emoOouairo. Lle Hax3Bu4aiiHO HeOe3meuyHa
CUTYyais.
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Craznist caMocTiiHHOI X0IL0H

Pauns cranisi, He31aTHICTH
CaAMOCTIHHO XOMUTH

Ilizus cTanin, He3AATHICTH
CaMOCTIiHHO XOIUTH

Ouinka

[TpunaiiMHI OJIMH pa3 Ha 6 MiCSIIB OLIHIOIOTH 00CAT PYXIB.

[opiuHuti Bi3yabHUN OIS
xpeOTa.

BisyanbHuii ormsg xpedTa KoxHi 6 MiCAIIIB.

Pentrenorpadist y pasi BuguMoro
BUKpUBIIEHHS a00 SIKIIO Bi3yalbHUI
OIJISII] YCKIIAJIHCHO.

Pentrenorpadis npu BTpaTi
3aTHOCTI XOJUTH; IIPH HAIBHOCTI
BUKPHBJICHHS POOJISATH
PEHTreHOTpaMy KOXKHI 6 MicsIliB - 1
PiK B 32JIEKHOCTI BiJI CKEIETHOL
3pLI0CTi; 3BepPTAIOTHCS 10 Xipypra-
opTONena Npu BUKpUBIEHHI™> 20 °.

lopiuyna perrreHorpadis B
MepETHbO-3aTHIH IPOESKIT st
MAL€HTIB 3 BCTAHOBIIEHUM
MPOTPECYIOYUM CKOTi030M.

Buau BTpyuann

[Tix xkepiBHULITBOM (hizioTepaneBTa po3poOISI0Th IPOrpaMy PO3TSHKOK U OyIMHKY 3 BIPaBaMH [UIS IIHKOIOTOK,

KOJI1H 1 CTErOH.

ITix KepiBHUIITBOM TepaneBTa BKIIOYAIOTh BIPABH U BEPXHiX KiHIIIBOK.

SIKIIo nacuBHE THIbHE 3THHAHHS
rominkocrony <10°, B HiYHHiT yac
HAATAI0Th 1HAUBITyaIbHI
TOMIJIKOBOCTOITHI TYTOPH,
3aikcoBaHi B HEHTPAILHOMY
TIOJIOYK EHHI.

Hocsts iHmuBinyansHi
TOMIJIKOBOCTOITHI TYTOPH 1 B
JICHHHH Yac, 1100 YIOBUTbHUTH
MOCHJICHHSI €KBIHOBapYCHOI
nedopmartii cTomu.

IIponoBKyOTh BUKOPUCTAHHS
OPTOIEANYHUX 3aCO0IB IS HIKHIX
KIHI[IBOK; JOI[IIEHUM €
BUTOTOBJICHHS 1HIUBITyaIbHUX
IIMH JJIS 3a1'SICTh 1 PYK.

IIporpama BrpaB 3 NpUHHATTA
TIOJIOXKEHHS CTOSTYH 32 JIOTIOMOT'OI0
MPUCTOCYBAHHS JJIsl CTOSTHHS
(BepTukainizaTopa) abo BizKa 3
(YHKIII€I0 BEpTHKATI3ALII.

BripaBu 3 NpUAHATTS MOT0KCHHS
CTOSYM BUKOHYIOTH 3 00EPEKHICTIO.

Onmnepariist Ha cTYIHAX 200 axinIoBe
CYXOXKHIUTA VTS MOJIMIICHHS XOIH
B pa3i 3HAYHOI KOHTPAKTYpH
IIMKOJIOTOK 32 YMOBH JOCUTB
CIJTBHUX KBAJPHUIICTICIB Ta M'SI31B-
PO3THHAYIB CTETHA.

Onmepartist Ha cTynHAX 2060
LIUKOIOTKAX IS MOJIMIIEHHS
MOCTAHOBKH CTOITH TUIBKU TIPH
OaxaHHi TaricHTa ado I
MOJIIIIIEHHS IKOCTI KATTS
MarfiexTa.

YHHKaTH 3aCTOCYBaHHS OpTe3iB s XpeOTa.

[NarmieHTa i #ioro CIM'I0 IHCTPYKTYIOTH 3 3aXOJiB 3a1I00IiraHHs IIepeloMaM.

[epen mpoBeaeHHAM Oyab-SIKUX XipyPriYHAX BTPYYaHb NPOKOHCYIBTYHTECS 3 KapAi0JI0roM Ta ITyJIBMOHOJIOTOM.

[Micns omepartii 3BepHITHCS 10
¢iziorepamnesra.

BcTaHOBIEHHS IMIUIAHTIB Ta
CIIOHJWJIOAE3 y pa3i BUKPUBIICHHS
>20-30° y marieHTiB
nepennyoepTaTHoro BiKy, sKi He
NIPUMMAOTh KOPTUKOCTEPOINH;
nepenonepariiiita ta
ricisionepaniiiHa oriHKa.

BcraHoBiieHHS IMIUTaHTIB Ta
CHOHALTONE3 Y pa3i MpOrpecyrvoro
BUKPHBJICHHS.

Iepekonarrecs, 1110 ¢iM'i maIli€eHTa Ta TPYIi 3 TOMISITY BiJOMO MPO PU3KK PO3BUTKY CHHIPOMY MKHPOBOI eMOOTIl.

Manonox 7. Oyinka ma mepanis 3axe0pio6anb Xxpeoma i cyenooie
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10. PEABLJIITALUIMAHI 3AXO0 1A
Diziomepanis, epecomepanis, KOPeKyis MOBU

XBopi Ha M/IJI nmoTpeOyroTh pi3HUX THUIIIB peadiniTanifHOl Tepamnii Ha MPOTA31 BChOTO JKUTTS.
Peabinitaniiina rpyna Mo)ke CKJIaaTHcs 3 JIiKapis, (i3i0TepaneBTiB, eproTepaneBTiB, JOrONe/iB,
JIETOJIOTIB, OPTOIIE/IIB 1 OPTE3UCTIB.

PeabiniraniiiHa rpyma mMae BpaxoByBAaTH Ballll Il 1 crmoci® >KUTTs, 1100 3a0e3nedyuTd Bam
MOCTIMHMIA PO LUTaKTUYHUIA JOTTIsAA, MiHIMI3yBaTu BB M/l Ha Bare ®UTTS 1 AiSJIBHICTD, Ta
TIOKPAIIUTH SKICTh XUTTA. PealbimiTaris Moxe 3a0e3rnedyBaTHCS aMOYyJaTOpPHO Ta B yMOBax
LIKOJIH, i IOBUHHA TPUBATH yce Baile *UTTA. [IpuHaiiMHI o1uH pa3 Ha 4-6 MICAILIB BaC IIOBUHEH
OIJISIIATH PeadiIiToNOoT.

OBCHAT PYXIB, BIIPABU TA PO3TATI'YBAHHSA (MAJIFOHOK 8)

e Ha Tyricth, a00 "koHTpakTypy" cyrio6iB oci6 3 M/I/] BruMBae 6araTro YMHHUKIB, y TOMY
YHUCIl BTpara eIacTHYHOCTI M'S3iB  4epe3 OOMEXeHe KOPUCTYBaHHS, a TaKoX
HEPIBHOMIPHICTh CHJIM M'SI3IB HABKOJO cyryioda (OAHI M'SI3M CTAalOTh CHJIBHIIIUMHU BiJl
THITUX).

e [linTpuMaHHS JOCTaTHBOrO OOCATY PYXiB Ta CHMETpil pI3HUX CYIJIOOIB JO3BOJISIE
MaKCUMaJIbHO 30epertd (yHKIIIOHAJIBHICTh, 3alMo0IrTH BUHUKHEHHIO KOHTPAKTyp Ta
IIPOJICKHIB.

e PexomeHnoBaHO 3aiiMaTucs aepoOHMMHU  (I3MYHMMHU BrpaBamu. Haiikpammm Ta
HaOe3MeYHIMM Yy I[bOMY CEHCI € IIaBaHHs. Jlesiki BripaBu (K, HaIIPHKIA[, CTPHOKH Ha
0aTyTi) MOXYTh TpaBMyBaTH M'si3M. Tomy yci BIpaBM TOBMHHI BUKOHYBATUCS IIiJ
KOHTpOJIeM Bamioro (iziorepamnenTa.

e Po3TaAryBaHHsS BHMKOHYETBhCS MiJ HarjasaoMm ¢izioTepaneBTa, aje BOHO IOBMHHE CTaTu
HEB1/1'€MHOIO YaCTHHOIO BAIIOT O MOBCSKICHHOTO KU TTS.

e MeToro pO3TArYBaHHS Ta 3acTOCYBaHHS OPTONEAMYHHMX 3ac0o0iB 3 CaMOro MOMEHTY
MIOCTAaHOBKH JA1arHo3y € 30epexeHHs (QyHKIIT Ta MiATpUMaHHSI KOM(pOPTY PyXiB.
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BceraBka 2. PeabijiiTanisi: ouiHIOBaHHA Ta JIIKyBaJbHO-NPOdiTaKTHUHI 3aX014 Ha ycCiX

cragissx MJIJI

OuiHoBaHHS

MynbTHIUCITUIIIIHAPHE OIIHIOBAHHS KOXHI 6
MicsIIiB 200 JacTile 3a HasIBHOCTI CKapr, 3MiH a00
0COOTMBUX MOTPED.

JlikyBanbHO-nIpodiTakTHYHI 32aX01H

Jlixysanns

dizioTeparris, eproTeparis, JIOTONe/Iis 3
ypaxyBaHHSM 1HAWMBITyadbHUX MOTPEO, cTamil
XBOPOOW, BIAITOBI Il HA JTIKYBAaHHS Ta
IIEPEHOCHMOCTI.

Ipogpinaxmuxa konmpaxkmyp ma doeghopmayiii
e Po3sraryBaHHs BIoMa 4-6 pa3iB Ha TUXKICHB:

PETYIISIpHE PO3TATYBaHHS MUKOJIOTOK, KOJIH i

CTETOH; TI3HIIle, 33 Pe3yIbTaTaMH OIlIHIOBAHHS

- pO3TATYBAaHHS 3aIT'sICTh, PYK 1 TITHI.

e PosTaryBaHHs cyrno0iB, SIKUM HaiOiIbIIe
3arpOXyIOTh KOHTPaKTypH Ta aedopmartis.™

e OpromeanyHi BTpyYaHHs,, HAKJIaJCHHS [IHH,
rircyBaHHs, (ikcallisi MOJIOXKEHHST; TEXHIKA:

o opre3u AFO i po3TAraHHs BHOYI —
Kpamuii epeKT TOCITAETHCS 32 YMOBH
MMOYaTKy BUKOPHCTAHHS Y PAHHBOMY Billi;

e opre3u AFO myist po3TsraHHs Ta IpUAAHHS
MPaBUIBHOTO TIONOKEHHSI BICHb — Ha CTaii
HE3aTHOCTI XOQUTH CAMOCTINHO;

® IIIMHH IS PO3TATAHHS 3all'ICTh Ta
3TUHABHUX/PO3THHATIBHIX M'sI31B TAIIBIIIB -
3a3BUYAail Ha CTaJil HE3MATHOCTI XOIUTH
CaMOCTIHHO;

® cTallHe TINCyBaHHS — Ha BCIX CTAIIsX;

e [lacuBHi / MexaHi30BaHi MPUCTOCYBAHHSI
(BepTHKATI3ATOPH) [T IPHHHSTTS CTOSIOTO
TTOJIOXKEHHS, KOJIH TSXKKiCTh KOHTPAKTYP HE
MEPEIIKOKAE TIPUIHHSTTIO MTOJIOKECHHS,

o opre3u KAFO 3 6i10KyBaHHSIM KOJTIHHHX
CYTII00iB — SIK BapiaHT /ISl CTaiil 9aCTKOBOI
Ta TIOBHOI HE3/IaATHOCTI XOUTH CAMOCTIHHO;

® iHJMBiIyadbHE CUIIHHS IS Bi3KiB 3 PyYHUM
Ta eJIEKTPHYHUM MPUBOJOM (KOPCTKE
CUIIHHS i CTTMHKA, ()iIKCATOPH CTETOH,
OOKOBI yImopH ISl TyITy0Oa, MiATrOJIiBHUK Ta
in.)

® JJ0aTKOBI MOXJIMBOCTI HA Bi3Kax 3
SIIEKTPONPHBOAOM (HaXWJI, PeryJibOBaHa
BHICOTa CHJIIHHSI Ta OTIOPH JJIS HIT, PYHKITis
BEPTUKAIi3aIlii).

Bnpasu

PerymsipHi acpoOHi ¢i3udHiI BipaBH (IIaBAHHS,
BEJIOCHIICIT) 3 THCTPYKTOPOM (32 HEOOXITHOCTI);
YHUKHEHHSI Hallpy>)KeHUX TPEHYBaHb,
TIePEBaHTAXKEHb Ta TIEPEBTOMH; ypaxyBaHHS
NoTpedHr y BiAMOYMHKY Ta 30€pekeHH1 eHeprii;
ypaxyBaHHS MOXJIMBOT'O 3HM)KCHHS (DYHKITi1
CepILEBO-CYIUHHOI 1 JUXAIBLHOI CUCTEM Ta
MIBUIICHOTO PU3UKY MOIIKOPKEHHS M'SI31B.

Lpoghinaxmuxa ma niKy8anHs mpasm i nepeiomis

e MiHiMi3alis pU3UKY HaliHHS Yy OyIb-IKOMY
CCPEIOBHIIII.

e OmepaTUBHE JTIKYBaHHS IIEPEIIOMIB JJOBTHX
TPyOUYACTHX KiCTOK C 3aCTOCYBaHHSIM
OpTONEAMYHUX 3aC00IB Ta MPU3HAYCHHS
pealbiniTaniiHoi Tepamii A5 M ATPUMKH
3aTHOCT] XOAUTHA a00 CAaMOCTIMHO CTOSITH.

Haguanms, konyenmpayis ysaeu ma cencophe
CNPULIHAMM S

Benenns y TicHiit B3aeMoii 3 TPYIIOO IOTIATY, HA
MiJICTaBi HASBHUX MPOOJIEM Ta 32 pe3yIbTaTaMu
OL[IHIOBAHHS.

Opmoneduuna ma peabinimayiliHa mexHika
[TmanyBanHs Ta iHPOpPMYyBaHHS 3 OLIHIOBAHHSIM,
MpU3HAYECHHIM, HABYAHHSM Ta TOIIYKOM KOIITIB.

Yuacms y cycninonomy orcummi
AKTHBHA y4acTh y BCiX cepax KUTTS 3
MiATPIMKOIO Ha BCIX eTamax.

Ipoghinakmuxa ma ycynenusn 601608020 CUHOPOMY
[podinakTika Ta KOMIUICKCHE JTiKyBaHHS (32
moTpe60r0) GO0 MPOTIATOM YCHOTO JKUTTS.

AFO — opre3 "rominka-crona". KAFO — opte3 "KoiHO-TOMINKA-
croma". * Haii6inbure 1o aeopmariii Ta po3BUTKY KOHTPAKTYpP
CXWJIBHI: 3THHAY] CTETHA, KIIyOOBO-BEIMKOIOMUIKOBHH TPAKT,

I IKOJTIHHE CYXOKHJLISL, 3THHAYI CTOIH, MMiTOLIOBHA (aciiis, 3ruHadl
JIKTs, DpUBepTay NepeAILTiyds, 3THHAYl i pO3rHHAaYi MaIbIiB,
4epBOMOAiOHI M'sI3H, PO3THHAYI IIHi; 130JIbOBaHi CYyriI000Bi
KOHTPAKTYPH - CTETHOBHH, KOJIHHHH Ta TOMIIKOBOCTOIIHUH CYriI00H,
BapycC CTOIH, JIKThOBHH 1 POMEHE3AI ICTKOBUI Cyriao0u, cyrnoou
naibliB; 1ehOpMyBaHHS - XpeOeT Ta rpy/Ha CTiHKa, y T.4. CKOJIi03,
Kio3 Ta T0pa03, 3HUKEHA PYXIIUBICTh TPYAHOI CTIHKH.

Mamonok 8.
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BI3KH, CUAIHHA TA IHIIE JOITOMI’)KHE OBJIA/THAHHSA (MAJIFOHOK 9)

e HaBitb npu 30epexeHHI 31aTHOCTI XOAWTH, JUISl TOAOJNAHHS BEJIMKUX BiICTaHEH
BUKOPUCTOBYWUTE CKyTep 200 BI30K 3 pydYHUM a00 eNEKTPUYHUM ITPHUBOIOM.

e V Mmipy TOro, K BU IOYHETE IEpecyBaTHCs Ha BI3Ky BCE yacTille, MepeKoHairecs, 1110
CHJIIHHS YTPUMYE CIIMHY B IPAaBUIBHOMY HOJOKEHHI Ta CTBOPIOE KOM(OPTHY OMoOpy Uist
BCIX YaCTHH Tij1a.

e JSkmo BaM CTaJO BAXKO XOAMTH, TOYMHANHTE BHUKOPUCTOBYBATH BI30K 3
€JIEKTPOIPUBOJIOM SKOMOTa paHime. SIKIo 1e MOXIJINBO, BUOMpaiTe Bi30K 3 (DYHKIII€O
BEepTUKAITI3AILI].

e Oi3ioTepaneBTH Ta €pProrepaneBTd MOPEKOMEHAYIOTh 1HIII BUAM  OE€3MEUHOrO
JIOIOMIKHOTrO 00OJTaHaHHs I 3a0e3eueH s Balol caMOCTIHHOCTI.

e PexkoMeHIyeMO CIUIaHYBaTH 3a3dajeriib, SKAMHU JIONOMDKHUMH TIPUCTPOSMH BH
KOpHUCTYBaTHUMETeCS Y MaiOyTHbOMY, MO0 MaKCUMAIbHO 30€perTH CaMOCTIHHICTH Ta
OpaTH aKTUBHY y4acTh y CYCIIUIBHOMY KHTTI.

BJIOK 4. YCYHEHHA bOJIBOBOI'O CUHAPOMY

Sxmo Bu BimuyBaeTe OLTh, TOBIIOMTE MPO 1€ CHEIIATICTa 3 HEPBOBO-M'I30BHX 3aXBOPIOBAHb,
o0 BiH MIr IPU3HAYUTH BiANOBiAHE JiKyBaHHA. OOroBoproiiTe 1€ MUTAaHHS MPH KOXKHOMY
BizBimyBanHi. Ha sxanb, mpo 601b0BHI cHHAPOM IpH M'A30Bil auctpodii J{romena BioMo ayxe
Majo, 1 HEOOXigHI MOJANbINl JOCTIKEHHs. SIKIIO BW BiadyBaeTe OuTb 1 BiH Bac TypOye,
MOBIIOMTE TIPO II€ JIiKaps.

e Jlnsa epekTUBHOrO yCyHEHHS! 0OJIHOBOTO CHHIPOMY HEOOXIJHO BH3HAUUTH, IO € JHKEPEIOM
0omro0. YV 11bOMY BHMAJAKY TpYIIa JIOTJIS1Y 3MOKE 3alIPOITOHYBATH BiIMOBIIHI 3aX0/TH.
bine MOke BMHHMKATH SK HACIiJOK HEMPAaBWJIBHOTO ab0 HE3PYYHOTO IOJOXKEHHS Tila.
MosJHBI JTIKYBJIBHO-TTPOQ 1ITAKTUYHI 3aX0/IM BKIIOYAIOTH 1HAUBITYATbHO MiAI0OpaHi opTesH,

CUJIHHSA, JIDKKO 1 3ac00U mepecyBaHHS, a TaKOX CTaHIapTHE MEIUKAMEHTO3HE JiKyBaHHS
(MiopenakcaHTH, NpoTH3ananbHi mnpemaparu). Ciig BpaxyBaTH B3aeMOJil INpemnaparis
(HampuKiaa, CTEPOiAIB Ta HECTEPOINHUX MPOTH3ANAIbHUX IpernapaTiB) 1 MOB'A3aH1 3 HUMHU
mo6i4Hi epeKTH, 0OCOOIMBO KO HIETHCS MPO CEPLIEBY a00 AUXATbHY (PYHKITIIO.

VY neskux BUMAKax, MPU3HAYAIOTh OPTONEINYHE XipypriyHe BTpYYaHHs, SKIIO HE BIA€THCS
yCyHyTH Oulb IHIIMMH 3acob6amu. Biib y cnuHi, 0COOIMBO y Mall€HTIB Ha CTEPOIAHIM
Tepamii, Moke OYTH O3HAKO KOMIIPECIHHOTO IepernoMy XxXpedTa, mpHu SKOMY
CIIOCTEPIraeThcs MO3UTUBHA BIAMOBIIb Ha Teparito Oicochonaramu.

[Ipumaty HapKOTUYHI 3HEOONIOIOU1 3aCO0M Cii AyKe 00epekHO, OCOOJIMBO 332 HASBHOCTI
nucyHKIIT ereHb. HapKoTHYH1 pe4OBHHHU MOXYTh 3pOOUTH AUXAHHS OUTHII TOBEPXHEBUM
a00 MPHU3BECTH A0 HOT0 3yMUHKU.

e BaM MOXyTh 3HaZOOMTHCS JOAATKOBI NPUCTOCYBAHHA I HiAHKOMY IO CXOJax,
NepecyBaHHs, BXXMUBaHHS 1K1 Ta HAIOiB, IEPEBEPTAHHS Yy JKKY, KyIaHHS Ta KOPUCTYBaHHS
TyaJIETOM.

e Taki mpocTi MPHUCTOCYBAaHHS, SK CTOJMK JJs Bi3Ka Ta COJOMHHKA JUIsl HAIMOiB MOXYTh
3HAYHO TOJIETTIIUTH BUKOHAHHS MIOIEHHUX (YHKITIH.

e BukopucTtoByiiTe cyyacHi TexHOMNOrii: poOotiB, Bluetooth, indpauepBoni Tepmoperynstopu,
CHCTEMH «PO3YMHMH JiM», CHCTEMH pO3Mi3HaBaHHS MOBH, Taki sik Google Home a6o
Amazon Echo: BoHM JONMOMOXYTh BaM KepyBaTH BalllMM CEPEIOBHUINEM Ta BHKOHYBATH
TIOBCSIK/ICHH1 3aBJJaHHSI.
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[lepebyBatoun y OyaMHKY ¥ Ha BYJHII, TMEPEKOHAWTECS, IO BU BKHUBAETE YCIX MOMIIMBUX
3axo/iB Oe3neku. BHU3Y HaBOAATHCS JEsIKi PEKOMEHIallii, SIK YHUKHYTH TepeIoMiB KiCTOK.

Ouinka Ta HAaBYaHHA

Hapuanns Ta ominka eprorepaneBToM a0o ¢izioTepaneBToM

* YOynp-sKiii cuTyarii MiHiMi3yBaTH PU3HK MaiHHS, «TABATHUCH IIiJl HOT'W», BHOUPATH
OITUMAJIBHY MICHEBICTh JIJIS XOIb0M, 00XOIUTH ITEPEIIKO/IH.

* [TamienTa Ta #ioro ciM'ro HaBYAKOTh NIPAaBUJIAM OE3MEUYHOTO BUKOPUCTAHHS Bi3Ka; IMOSCHIOIOTH,
110 MMaJIiHHSA 3 Bi3Ka YaCTO CTa€ MPUIMHOIO TPABM.

* CiM'I0 HaBYAIOTh O€3MEYHOMY ITiHIMAHHIO Ta MEPEMILIIEHHIO XBOPOTO 3 Bi3Ka Ta Yy Bi3OK.

3araiabHi pekomMenaanii a60 MoxkaIuBi Moaudikamii

Beslteka B IOMALIHIX yMOBAX YHI/IKaTI/I r[az[i_Hb TTiT 9ac BHKOPHCTAHHS Bi3Ka a00)
THINNX TOMOMDKHUX MPHCTPOIB

- 3aB)KI1 BUKOPHUCTOBYBATH MACOK OE3MEKH
- BUKOPHCTOBYBATH IPUCTPIi IPOTH
nepeBepTaHHs Ha Kpicii

- mpubupaty OyAb-sKi MEePEIKOIH, TaKi SK
KWINMH, irpamku, kabesi Ta i mooyToBi
MIPEAMETH.

Besrieka Ha HepiBHUX 200 CTU3BKAX Besneune nepeminienns y Bi3ok Ta 3 Bi3ka

HOBEPXHSX: .

* Gy/IbTE OCOOIMBO YBAKHUMH Ha BYJIALL - MO/lyMaTe PO BUKOPUCTAHHS /AT THBHUX
yepes HepiBHi IOBEPXHI; 3ac00iB JOMOMOTH IiJl Yac MigHIMaHHA BKe Ha
* PEKOMEHJIY€ThCs HaAraT T'yMOBI Karlii mij P?HHiﬁ crapii AT _33.6€3T¥e‘leHHﬂ 6e3n§qui
9ac X0AbOM 110 CIIM3bKIM MOBEPXHI OLIs BOIM; TIATPUMKH Ta MlHlMl?auﬁ PHU3HKY HaIIHB 1

« U1 yHHKHEHHS a1iHHA y BaHHi, 10 TPaBM IIiJl Yac NepeMillleHHs, KylaHHs,
TOJTiHOCTONHUX TYTOPIB KPIIUIATh HECIU3bKI BUKOPUCTaHHA TyaJcTy.

YCTIJIKH.

KopucHi inei s nomy:

* IPOTHUKOB3K1 KMJIUMKH JJIs1 BAHHOI KIMHATH a00 JyII0BOT;

* IOpYy4Hi B AYIIOBii a00 BaHHIN KIMHATI;

* crieriajabHe CUAIHHS a00 1HI aJanTUBHI 3aCO0HU JIJ11 BaAHHOI,
* HeKoB3HE (prdIreHe) TOKPUTTS NePEB'THUX CXiAMiB;

* Topy4Hi 3 000X OOKiIB CXOZIB.

Mantonok 9. Cnocmepesicenns ma KOHmpoJib 3 60Ky cpynu peadinimauii
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11. INXAJIBHA CUCTEMA

3a3Buyaii nmpu M's30Boi muctpodii [romeHa He BHHHKAE mpoOieM 3 JAUXaHHSAM abo KamuieMm,
MOKU BH XOJIUTE CAMOCTIITHO. Y Mipy TOro, SIK BH JOpOCIIIIa€Te, TUXalbH1 M'31 C1a0IIaoTh 1
30UIBIIYEThCS PU3HK 1H(MEKIIMHUX 3aXBOpPIOBaHb JIET€Hb uepe3 «Hee(EKTUBHOTO» Kallllo.
Hanani MoxxyTh 3'IBUTHCS NMpOOJieMH 3 JMXaHHSM Mif 4ac cHy. [loBimomre rpyri mo aorisny,
SKILIO BpaHIl y Bac OOJMUTH rosioBa a00 BU BiIYyBAa€Te€ BTOMY - II€ MOXYTh OyTH CHMITOMHU
3aHA/TO IMOBEPXHEBOI0 TUXAHHS I11]] Yac CHY, 110 BUMArae MoJaJIbIINX JOCTIIKEHb.

Komu BigkanuttoBaHHs cialiiae, BKpail BaXJIMBO BHUKOPUCTOBYBATH MPHUCTPOi, 1100 3podUTH
Kamenab eeKTUBHIITUM, 0COOJIMBO i Yac XBopoOu (3acTymu). JlocmiukeHHs CHY BHU3HAYUTh
AKICTh BalllOr0 JUXaHHS BHOYI. SIKIIO Mix 4ac CHy piBE€Hb KHCHIO B KPOB1 CHJIBHO 3HUXKYEThHCH,
TO MPHU3HAYAIOTh ABYX(a3Hylo BeHTW A0 JereHb HIBJI (BI-PAP), mo0 mominmuTi sSKicTh
JXaHHA. 3 BIKOM BaM MOK€ 3HaJJOOUTHCS IITY4YHA BEHTUJIAIIS M Y IEHHUH Yac.

HITy4Ha BEHTWJIALISA JIETeHb BHMAara€ 3aBYacHOI MIiITOTOBKH, IO TPYHTYETHCS Ha YBaKHOMY
CIIOCTEPEIKEHHI, TIONEPe/DKEHHI Ta BYAaCHOMY BTpyYaHHI. Bama rpyma norisgy HOBHHHA
BKJIIOYATHU JIIKapsA-MyJIbMOHOJIOra 3 JIOCBIIOM OLIIHKM AMXalbHUX (QyHKUiH y xBopux Ha MJIJI.
Mertoro Teparii € 30iIbIIeHHST 00CATY JIeTeHb, MIATPUMAHHS THYYKOCTI M'SI31B TPYAHOI CTIHKH
(po3kpuTTS 00'€eMy JE€TreHb), JOMOMOra 3 BiAKANUIIOBAHHAM s €(EKTHUBHOTO OYHIICHHS
IUXadbHUX NUIAXIB Ta 3a0e3meueHHs HEIHBa3WBHOI a00 1HBA3WBHOI MIATPUMKH IUXaHHS Y
HIYHHI Ta JICHHUU Jac.

CIIOCTEPEXXEHHS TA HOMNEPE’)KEHHSA (MAJIFOHOK 10)

e [loyHiTh 31 HIOPIYHOIO BiIBIAYBaHHS JiKaps-NMyJIbMOHOJOrA BiApa3y Iicis MOCTAaHOBKU
JlarHo3y, 1 sIKOMOra IIBHJLIE MPOBENITh (YyHKIIOHaIbHI mpolu. I[Ipoba BkIOUae
BUMIpIOBaHHs (opcoBaHOi XUTTE€BOI €MHOCTI JiereHb (DIKEJI, makcumanbHuil 00CsT
TIOBITPS, IKUW JIOJMHA MOXE BUAMXHYTHU MICTIS MaKCUMAaIbHO TIMOOKOro BAUXY). [IpolOy
IPOBOJATH Y PAaHHBOMY BIIli, OO JWTHWHA 3BUKJIA JO OOJIAJHAHHS, a JIKap 3Mir
BCTAaHOBUTHU BUXITHUN PIBEHb TUXAIBHOI 31aTHOCTI.

e Komu BM BXE HE 3MOXETE€ XOAUTHU CaMOCTIHHO, MPOXOMUTH OIVIAJ Yy MYyJIbMOHOJOTa
NoTpiOHO NpHHAWMHI KOXKHI 6 MicsiB. Orisa TMOBHHEH BKIIOYATH (YHKIIOHATIHHY
npoOy 3 BuMiproBaHHsM DK EJI, makcumanbHOro THCKY (pa3u BIuXy (HACKUIBKH CHIIBHO
BU MOXKETE BIUXHYTH MOBITPS), MAKCUMAJIHHOT'O TUCKY (Da3u BUAUXY (HACKUIBKU CHIIHHO
B MOXET€ BHUJUXHYTH) Ta MAKCUMAaJIbHOI IIBHJAKOCTI BHJWXY IIiJI Yac KaluIko.
[TynbMOHOIOT BiJICTIAKOBYBATUME 3MIHY IIMX ITOKAa3HUKIB y Yacl.

e Cepen iHIIOTO, OIIHKA IMOBHHHA BKJIIOYATH BUMIPIOBaHHS HACHYEHHS KPOBI1 KHCHEM 3a
JIOTIOMOTOI0  TTyabcokcuMmeTpa (SpO2- BUMIPIOE KHUCEHb Yy Balliid KpPOBi, KOJIM BU HE
CIUTE), a TaKOX BUMIPIOBaHHS PiBHs Byriekucioro razy B kpoBi (PetCO2/PtcCO2 -
BUMIPIOE PiBEHb BYTJIEKUCIIOTO T'a3y B KPOBi, KOJIH BU HE CITHTE).

e VYV pa3i HECIOKIHOTO CHY, PAHKOBOI'O TOJIOBHOT'O 00110 200 HAAMIPHOI BTOMH MOXYTh
3HAIOOUTHUCS JOCIIKSHHS TUXaHHS MiJ Yac cHy. Take AOCHIIKEHHS OLIHIOE JUXalbH1
¢yHKLIT Ta piBeHb KHCHIO 1 BYIJIEKUCIIOTO ra3y y KpoBi y HIYHUH yac.

e BuachHa BakuMHAIis BiJl MHEBMOKOKOBOiI iH(eKIii (IpOTH IHEBMOHIl) Ta IIOpiYHE
IIETUIEHHS Bifl TpUIly (PEKOMEHAYEThCS y BUIUIAMI 1H'€KIIi, a HE Ha3aJlbHUX Kparlesb)
JIOTIOMO’KYTb MOTIEPEUTH Il iH(EKIIilH1 3aXBOPIOBaHHS.
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3BEPHITBHCS 10 CIIEHIAJIICTA 3 HEPBOBO-M'SI30BUX 3AXBOPIOBAHb ABO
MYJBMOHOJIOT'A Y PA3I:

TPUBAJIOl XBOPOOH 3 HE3HAYHHM 3alajIeHHSIM BEPXHIX JUXATbHUX IUIAXIB;
HE3BUYaWHOI BTOMH 200 COHJIMBOCTI IPOTSATOM JTHS,

3aJIUIITKH, SKIIO BaM HISIK HE BIAE€THCS MEPEBECTH MOAMX a00 3aKIHUUTH PEUCHHS |
TOJIOBHOT'O OO0 ypaHIli a0 MPOTATOM JTHS;

po0JieM 31 CHOM, YaCTUX IPOOYKEHb, TPYAHOIIIIB 3 TPOOYIPKEHHSAM, KOIIMAapIB;
SIKIIIO BU MPOKUIAETECS 3 MPUCKOPEHUM CEepPIIEOUTTAM a00 HACHITY MTEPEBOIUTE MOTUX;
npo0JieM 3 KOHIIEHTpPAIlI€l0 YBaru BioMa abo y MIKOJII.

Panns cranis, BTpaTa
Crajis caMocTilfHOI X0ab0H 3JaTHOCTi caMocCTiiiHO
XOAUTH

Ii3ns cragis, BTpaTa 37aTHOCTI
CaMoOCTIiifHO XoauTH

Oninka

Pa3 B rog: ©XKEJI JBiui Ha pix: ®IKEJ], makcumanbHu# THCK Gas3u BAUXY / BUANXY,
MaKCHMallbHa MIBHIKICTh BUIUXY IPH KaIlLTi, HACHYCHHS KPOBi
KHUCHEM, MapIiiaibHUil TUCK BYTJIEKUCIOTO rasy.

Jocnimkennst cHy (kanHorpadis) J1sl BUSIBICHHS 03HAK CHHAPOMY OOCTPYKTUBHOI'O allHOE CHY 200 MOpYIIeHHS
JIUXaHHSI YBI CHI.

Buau BTpy4aHb

BaknuHa Bij THEBMOKOKOBOT iH(EKIIiT Ta MIOpiYHA MISTUICHHS IPOTH TPUITY IHAKTHBOBAHOK BaKIIMHOIO .

Pozkpurts 06'emy nerens npu nporao3oBanin GKEIL
< 60%.

Jlonomora npu Kauuii npy NporHo30BaHin
DXKEIT < 50%, Makc. MBUIKICTh BUTUXY ITPU
kanuti < 270 n/xB, abo Makc. THCK (a3u BUAUXY
<60 cm H20.

Ityyna BeHTHIIALIS T yac cHY (OakaHO
HEIHBa3WBHA) 32 HASIBHOCTI CUMIITOMIB
riIOBEHTHIIALIT 00 TOPYIICHb TUXaHHS YBi CHI;
nporuo3osana @XKEJI < 50%, makc. THCK pa3u
Bruxy < 60 cm H,0, abo modaTkoBuii piBeHb
Iy NPOOYAKEHHI: HACHYECHHS KPOB1 KHCHEM
<95% abo mapuiagbHUA THCK BYTJIEKUCIOTO
razy > 45 MM pT. cT .

Honarkosa IIIBJI y nennuii yac;
JCHHUH piBEeHb HACHYEHHS KPOBi
kucHeM < 95%, a mapitiajapHuMA
tuck CO2> 45 MM pr.CT., 200 3a
HasSBHOCTI 3aUIIIKH 111 4ac
IPOOYIKEHHS.

Manionok 10. Cnocmepesicennn ma KOHmMpoJb NiKAPA-NYyTbMOHON02A
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JIIKYBAJIBHO-ITIPO®IJTAKTUYHI 3AXOAU (MAJIFOHOK 10)

€ Kinbka cnnocodiB MiATPUMKH (PYHKIII BalIMX JiereHb MPOTATOM TPHBAJIOIO 4acy.

Moxe OyTH KOPHCHO 3aCTOCOBYBAaTH TEXHIKH IJIsi 30UThIIEHHS KUTBKOCTI MOBITpS, IO
HOTpaIuIsie B JIETEHI, LUIAXOM pO3TATYBAHHS IUXAJIbHUX M'S31B IUIIXOM TIJIMOOKOro
nuxaHHsS (TeXHIKM PO3KPUTTS 00'€eMy JIereHb, HaJyBaHHS JEreHb a00 KOHICHTpaIlil
JTXAHHS).

SIkimio kamenb ciadiiae, 3aCTOCOBYIOTh pyyHUil a00 MexaHIuHEe JONOMIKHUI HpUCTpiil -
BIJIKAIILTIOBAY, IO JO3BOJISIE OYUCTUTH JUXAIbHI NUIAXW Bix ciausy 1 Oakrepid. Lle
3HWKYE PU3UK BUHUKHEHHS THEBMOHII.

3 yacoM BaM 3HAJIOOMTHCA MIATPUMKA JUXAHHS CHOYATKy y HIYHMH yac (HeiHBa3HBHA
nBodasHa BeHTW A Jerenb, H/IBJI), a 3romom BoHa Moke 3HamoOUTHCS 1 B JIEHHUUN
yac (HeIHBa3MBHA JIeHHA MIATPUMKA JWXaHHSI) Yy MIpy TOro, SK CHUMITOMHU
HapOCTaTHUMYTb.

CrioyaTky 3BUKHYTH JI0 JOMOMDKHOI BEHTWIISLIT MOXe OyTH BaXKKO. ICHYIOTh pi3Hi TUIIH
"mepeximHUKIB" (Macku, 3aryOHUKH). BaxmBo migiOpatu BapiaHT, IO MiIXOJUTh came
BaM. Jlikap-TyTbMOHOJIOT TOTTIOMOXKE BaM Y IiI00P1 MiIX 0101 KOMITJIEKTAIII].
JlonoMiKHa BEHTWJISALIS MOXKE TAaKOX 3J1MCHIOBATUCS IUISXOM BCTaBJISIHHA TPYOKH y
Tpaxer OIS OCHOBHW ropraHi (TpaxeocTomis). Takuii MeTOI 1HBa3UBHOIO JOITOMIXKHOIO
BEHTHJIAII€I0 JiereHb. CKIAIHO JaTH PEKOMEHIAIlil0, KOJU BapTO BIABATHCSA IO TaKOl
nporeaypu. 3a3BU4Yaid, Ie PIlICHHsS NPUIMAEThCS OCOOMCTO BaMH 1 BallUM JliKapeM-
yJIbMOHOJIOT'OM.

3a3Ha4yeH1 3aX0AU CHPUATUMYTh MOJIETIIEHHIO IUXaHHS 1 JO3BOJIATh YHUKHYTU T'OCTPUX
pecripaTopHuX iHQEKIiH.

Hotpumyiitecs rpadiky HpopUIAKTUYHUX ULIeTJIeHb, y TOMY 4YHCII LICTJICHHS Bif
MTHEBMOKOKOBO1 1H(QeKIIii Ta IWOpivYHI ImeryieHHs Bix rpunmy. XBopuM Ha MJIJ]
PEKOMEHIyeTbC POOUTH WICTICHHS B TPUIY y BUIVIAMI 1H'€KLIH, a HE Ha3aJIbHOIO
crpero.

Oco0nBy yBary AMXaHHIO HEOOXITHO MPHIUIATH J0 Ta IIC/s MUIAHOBUX oreparliii (IuB.
Po3min 15).

[lpu iHEKUiHHUX 3aXBOPIOBAHHAX MUXAIBHUAX NUISAXIB NMPU3HAYAIOTH aHTHOIOTHKH, a
TaKOX py4yHi a00 MeXaH14H1 3ac00u JUIsl TOMTOMOTH IIPH Kalllli (BiIKaITIoBay).

Bynpre yBaXkHi MpH 10OAATKOBOMY BBEIEHHI KHCHIO; NEpEKOHaWTecs, IO MEAWYHUN
IIEpCOHAJT 3aCTOCOBYE JIBO(a3Hy BEHTUJIAIIIO JIETEHb Ta YBaXXHO KOHTPOJIIOE Ball PiBEHb
Byriekucioro razy (CO2).
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12. CEPHEBO-CYJIUHHA CUCTEMA (Manionox 11)

Cepue — ne M'a3, KMl TakoX 3a3Hae ypaxkeHHa MJIJl. 3axBoproBaHHsI ceplEBOro M's3a Mae
Ha3By Kapjaiomiomaria. Y xBopux Ha MJIJ] kapaiomiomnaTisi BHHUKa€e BHACHiIOK Opaky
micTpodiny y cepueBomy M's3i. Kapaiomionaris cipuyuHse NOPYIIEHHS CepPEeBUX (YHKIIN, 110
3 YaCOM NEPEePOCTAE y CEPIIEBY HEINOCTATHICTh. ICHYIOTH Pi3HI CTYIIEHI CEepIIEBOi HEIOCTATHOCTI,
ajie 32 YMOBHU PETYJISIPHOTO OTJISIy Y Kapaionora Ta MEJUKaMEHTO3HOI Teparii JIoAu 3 TaKuM
J1iarHO30M >KHMBYTh 0araTo pokiB. MeTOI0 KapAioloriYHOro KOHTpOITto narieHTiB 3 M/1/1 € panne
BUSIBJICHHS Ta JIIKyBaHHSI NATOJIOTiM cepreBoro M'sa3a. Ha »xanb, mpobiemu 3 cepueM MOXYTb
HISIK HE TPOSBIATUCS, @ BU MOXETE HE BiAdyBaTW CHUMOTOMIB. TOMy 3 MOMEHTY IOCTaHOBKHU
JiarHO3y /10 BalIoi TPYNU AOTJISAY Ma€e YBIHTH JliKap-KapaioJor.

CIIOCTEPEXKEHHS

e BigsigyiiTe xapzionora npuHaiiMHI OIWH pa3 HAa PIK 3 MOMEHTY ITOCTaHOBKH J/iarHO3Y,
a0o0 i1 yacTimre, SKIO MA€ETE TaKy PEKOMEHIAITIIO.

e JlocmimkeHHs GyHKITIN cepils BKirovae enekrpokapaiorpadiro (EKT, sika peectpye 3miHy
CEepIEBUX EIEKTPHUYHHUX IMIYJIBCIB), eXOKapaiorpadiro (JOCTiHKeHHs MOP(OIOTiyHIX Ta
¢ynkuioHanbHUX 3MiH cepust) Ta MPT cepis (1ae TouHe 300pakeHHS yCiX CTPYKTYp Ta
GbyHukii cepiis, BusiBisge Gidpo3 abo pyOIFOBaHHS CEPIICBOIO M’s3a).

e JKinku-Hocii M1/l MOBHHHI MPOXOAUTH KapHiOJOTiyHI OOCTEXKEHHS KOXH1 3-5 pOKiB
(abo 1 yacrimie, SKIIO € PEKOMEH/IAIlii), OCKIIKM BOHM MOXYTh MarTi Taki  mpoOieMu 3
ceprem, mo i xBopi Ha M/JIJI.

JIKYBAHHA

e [lpwuiiom KapaionpenapariB MOYMHAIOTH MPH MEPHIMX O3HAKaxX (iOpo3y cepueBoro M'sza
(yrBOpeHHs pyO1eBOl TKAHWHHU Ha CEPIIEBOMY M 5131, BUIHO Ha 3HIMKaXx MPT), 3HIKCHHS
cepueBux (pyHKUiH (3HMKeHa (pakiis BUKUIY, (ppakiis BKOpOUeHHs Ha 3HIMKax MPT
a6o Ha ExoKI") a6o 3 10-piuHOro BiKy, HaBiTh SKIIO BCI TOKa3HUKHA B HOPMI.

e V gKocTi Tepamii mepiioi JiHii Ipu3HaYarOTh IHTIOITOPH aHT10TEH3MHIIEPETBOPIOIOYOI0
¢depmenty (AIID - Ti3MHONPHII, KANTOMPHII, CHAJIAIPHII Ta iH.) Ta OJIOKaTOPH PELENTOPIB
anrioren3uny (bPA - nozapran). L1 npenapaTu po3mMprOIOTE KPOBOHOCHI CYAMHH, 1110
BUBOJSITh KPOB 13 Ceplisl, a 3HAUYUTh CEPLIO HE JOBOJUTHCA HAJAMIPHO CKOPOUYBATHCH,
11100 TepeKavyBaTH KpOB B OpraHi3M.

e [nmi npenapartu, Taki Sk OeTa-O10KaTOpH, YMOBUIBHIOIOTH CEPLEOUTTS, 103BOJISIOUU
cepuro OunbIl  epeKTUBHO TepekadyBaTH KpoB. Ilpu mporpecyrouiii cepuesiii
HEIOCTAaTHOCT1 MpHU3HAYAIOTh JIypeTUKH (SKi BHUBOAATH 3 OpraHi3My YCl piauH,
CKOpOUyIOYM 00’€M KpOBI, CIOBUIBHIOIOUM CEpPUEOUTTS Ta 3HUKYIOUM IHTCHCHUBHICTH
CEepLIEBUX CKOPOUYEHb).

e Amnomauii ceprieBux puTMmiB, BusiBieHi Ha EKI', miuiaratoTs TepMiHOBOMY JOCIIKEHHIO
Ta JIikyBaHHIO. 30epexiTh konito EKI" BuxinHoro piBHs npu HOpMaibHIM QyHKIIT cepis.

e XONTepiBCHKUI MOHITOPUHT SBJsIE COOOI0 Oe3nepepBHUI 3amuc eIeKTpoKapIiorpaMu
npotsaroM 24 a6o 48 romuH; WOro MPOBOIATH 33 HASBHOCTI MiZO3pH HA MOPYLICHHS
CEpLIEBOI'0 PUTMY.

e Yacre cepuedburTs Ta/ab0 nanpmiranii (mepioguuHe aHOMaJIbHE CepLeOnTTs ) MOMUPEH] y
xBopux Ha MJIJI, 1 3a3Buuail He CTAaHOBJIATH HebOe3meku. OIHAK 1€ SBUIIE MOXE
CBITYUTH TIPO OUTBII cepiio3H1 MPoOIeMH, SIK1 MTOBHHHI OYTH JTOCIIKEH1 Kap 110JIOTOM.
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e SIkmmio BU BiquyBaeTe CUIBHUN OUTb y TPYASX, 110 HE BIIYXAE, 1€ MOXKE CBITYUTH MIPO
ypaxkeHHs cepiisa. HeraitHo 3BepHITHCS 10 BiIIICHHS IIBUIKOT JOTTOMOTH.

e VYV marfieHTiB, K1 NPUUMAIOTh CTEPOiu, HEOOX1THO KOHTPOIFOBATH MOXJIMBI TTOO1UH1 1T
Ha CEepIIEBO-CYIMHHY CUCTEMY, HAIIPHUKIIA]I, TIMEPTEH31I0 (BUCOKHIA KPOB'THUH THCK) Ta

rinepxosjecTepuHeMito (BUCOKHM PIBEHb XOJIECTEPUHY); HEOOXiTHE KOPUTYBAHHS
JI03YBaHH$ CTepOiAiB a0 MpuU3HAYEHHS AJIs 10AaTKOBOrO JIiKyBaHHs (quB. Tabnurto 2).

Hiarno3
Bu3HadyeHHs TOYaTKOBOTO PIBHS IPH
MOCTAHOBIII TIaTHO3Y:

Koncynpranis y kapaiosnora;

XBopoOH cepiist B aHAMHE31;

Cimeiinuii aHaMHE3;

Di3uKaIBHUI OIS,

Enextpokapuiorpama

HeinBa3zuBHa Bizyamnizaris:

e ExoKI (< 6-7 pokiB)

e MPT cepueBo-CyaAMHHOI CUCTEMU
(> 6-7 pokiB)

IIlopiuHe o0cTesKeHHS CepLEBO-
CYAUHHOI CUCTEMH

XBopoOH cepIist B aHAMHE31
DizuKanIpHA O
Enexrpoxapaiorpama
HeinBa3uBHa Bi3yasizaitis

O0cTexeHHs HOCIIB *kiHOY0Y cTaTi

OuiHka poOOTH cepls B CTapIIOMy

FOHAIIFKOMY BilIi:

e  MPT cepueBo-CyTMHHOI CUCTEMU;

® 33 HasBHOCTI CUMIITOMIB 200 y pas3i
BHUSBJIEHHS IIATOJIOT1H Ha 3HIMKaX,
9acTOTy IIPOBEICHHS 00CTEKEHb
30LIBIIYIOTD;

®  SKIIO MAaTOJIOTiH He BUSABICHO,
00CTeXeHHSI IPOBOJSATH KOXKHI 3-5
POKIB.

Cumnroma
THYHE

® 30UTBIINTH YaCTOTY
00CcTeXEHb Ha OCHOBI
PpEeKOMEHaIiN Kapaioora

e Po3nouaru
MeIUKaMEHTO3HE
JiKyBaHHS

o

-

Cranis camocTiiiHol X0ab0H i paHHS
cTajid 3 BiicyTHiCTIO camMocTiiiHOT
X0aAb0H

o [IpoBoIUTH OOCTEKEHHS CEPLs
MMpUHAWMHI pa3 Ha PiK.

o [Ipu3HavatoTh iHTi0ITOPH
AHTIOTEH3UHIIEPETBOPIOI0YOTO
(epMeHTy i GIOKaTOpH perenTopiB
aHrioTeH3uHy 3 10-pigHOroO BIKY.

Mi3us craais 3 BiacyTHicTIO

caMOCTiliHOI X0AL0H

o PerensHo KOHTPOJIIOBATU HA MPEAMET
BUSIBIICHHSI [IOPYIIEHb QYHKIIIT cepIis;
CepLEeBY HEJIOCTAaTHICTh Ha IIbOMY
eTarl BaXXKO J1arHOCTYBaTH.

e  MOHITOPHHT IOPYIIEHb CEPLIEBOTO
pHUTMY.

e 3aCTOCOBYBAaTH BiJOMi METOIH

JKyBaHHS CEpIIEBOi HETOCTATHOCTI.

XipypriuHi BTpy4yanHs

e [IpoBectu enexrpokapaiorpagiuse Ta
HEiHBa3UBHE JOCIIDKCHHS TEPe
HPOBEICHHSIM OOLUIMPHOTO
XIpypri94HOTO BTPYYaHHS.

e [loBimOMHTH aHECTE310IOTY PO
niarao3 MJIJ1; martienta 3 MJIJT
MaloTh MJBUIICHUH PIBEHb PU3UKY,
MOB'AI3aHOTO P aHECTE3IETO0.

Manwnok 11. Cnocmepesicennsn, oyinka ma KOHmMpOJIb JiKapa-Kapoionoza
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13. CUCTEMA TPABJIEHHS

Poznaou xapuyeanns, koemanns ma inuii NOpyuleHHs 3 OOKy cucmemu mpasienHs

VY pi3Hi BIKOBI Nepiod BaM 3HAAOOUTHCS MPONTH OTJISA] HACTYIMHHUX CHEIIATIICTIB: JIIE€TOJIOTa,
¢izioTeparneBTa, JOromneaa, OTOJAPUHIoI0ra Ta racrpoeHteposora. [lopymeHHs 3 00Ky cucreMu
TpaBJeHHA y XBopux Ha MJIJ] BKiIrOUaroTh HagMipHY a00 HEIOCTAaTHIO Bary Tijla, XpOHIYHHI
3amop Ta po3iaj KOBTaHHS (aucdariro).

KOHTPOJIb XAPYUYBAHHS (MAJIIOHOK 12)
CepTudikoBaHUIl IIETONOr JAONOMOXKE BU3HAYUTH HEOOXITHY BaM J00OBY KUIBKICTH Kajopiil
LUIAXOM PO3paxyHKY BUTpPAT €HEprii y CTaHl CIIOKOI0, 3 ypaXyBaHHSM 3pOCTY, BIKYy Ta pIBHS
AKTHBHOCTI.
e [lixTpuMaHHs MPABUIBHOTO PIBHS Xap4yyBaHHS JTOTIOMOXE YHHUKHYTH SK O)KAPIHHSA, TaK i
nediuuTy Baru.
e Baxnuso, mo0 Bama Bara abo iHJeKC Macu Tila 3HaXoauiucs y Mexxax Big 10-ro mo 85-
'O MPOIICHTHJIS 32 HAIIOHATBHOO MPOIIEHTHIIBHOO MIKaIo (muB po3ain "Pecypen").
e 3nopoBa, 30ajaHCOBaHA Ta PI3HOMAaHITHA Ji€Ta HEOOXiAHA U IIITPUMKH 3I0POB'S
OpraHi3My; peKOMeHAallii 1100 370pOBOr0 XapuyBaHH JUId BCIET pOAUHHU MOXKHA 3HAWTH
Ha pisHux pecypcax, y T.4. NHS Live Well https://www.nhs.uk/live-well/ Ta inmmx
HaJIIHHUX pecypcax Balloi KpaiHu, aje y Oyab-IKoMy BUIIAIKy HEOOX1THO OOTOBOPHTH iX

3 JIIETOJIOTOM.

e [lpuapinsaiite ocoOMMBY yBary MJIi€Ti MpU IMOCTAHOBII JIarHO3y, Ha TOYATKy MPUHOMY
CTEepOiNiB, y BUNAAKY BTPAaTH 3JaTHOCTI CaMOCTIHHO XOAWTH Ta TIOSIBH HpPOOIEM 3
KOBTAHHSIM.

e CnoxuBaHHS JOCTAaTHHOI KUIBKOCTI PIAMHU JIOMOMOKE YHUKHYTH 3HEBOJIHEHHS, 3aIl0py 1
pobJIeM 3 HUPKaMH.

e V BUMNAIKy HAUIMIIKOBOI MAacH Tila PEKOMEHAYETbCS 3HU3UTU KAJIOPIHHICTD TXKi Ta
MiBUIIUATH PiBeHb 0e31meyHoi (Pi3MIHOT aKTUBHOCTI.

e ['acTpomapes, abo 3aTprMKa €BaKyallii BMICTY IILTYHKA, PO3BUBAETHCS Y CTAPIIOMY BIIli 1
CTa€ MPUYMHOK OOJNIBOBUX BIAYYTTIB MicCis MpUHOMY iK1, a TaKOX HYAOTH, OIIOBOTH,
BTpATH alleTUTY Ta PAaHHHOT'O HACUYCHHSI.

e HecmnoniBana BTpara Baru MOXe CBITYUTH MPO YCKJIATHEHHS B IHIIUX CUCTEMax OpTraHiB
(HampuKIIaa, cepreBO-CyIMHHIN a00 AUXaTbHIN).

e [Ipobremn 3 KOBTaHHAM TaKOX MOXYTh CIPHYMHATH BTpaTy Baru. J[lieromor Ta
OTOJIAPUHTOJIOT TOBUHHI CHIIBHO PO3POOWTH IJIaH XapuyBaHHS, CIPSMOBAHHN Ha
niATpUMaHHs a00 301TbIIEHHS Bary.

KOHTPOJIb KOBTAHHSA (MAJIFOHOK 12)

Cnalxki TUIbOBI, IIEJICMHI 1 TOPIOB1 M'A3H CTAIOTh MPUYMHOIO MOPYIICHHS KOBTaHHS (nucdarii).
UYepes3 HenmpaBMIIbHOTO (DYHKI[IOHYBAaHHS KOBTAIBHHUX M'A3iB, AucCQaris Moxe MPHU3BOIAUTU [0
acmiparlii (moTparuIstHHS IIIMATOYKIB 1K1 Y JUXadbHI NUSIXH), IO MIABUIIYE PU3UK BUHUKHEHHS
nHeBMoHIi. Jlucdarist po3BUBA€THCS MOCTYNOBO, HA MOYATKOBUX €Tamax ii BaKKO pPO3MI3HATH.
Tomy cumnromu aucdarii mepeBipsIOTh i 9ac KOXKHOTO OTJISIAY Y JIIKapsi.


https://www.nhs.uk/live-well/
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CUMIITOMMU JIUCDATII

BiguyTTs, mo ka «3acTpsria y ropii».

HecnoniBana Brpara 10% macu tina abo 6inbiie, abo 6e3ycrimiHi cripodn HaOpaTu Bary
(IoKM BU pOCTETE).

[puiiom ki 3aiimae Ounbln, HDK Ha 30 XBUIIMH, Ta/abo MPUHOM DKI CYNPOBOIKYETHCS
BTOMOIO, CIIMHOTEYECIO, KAIIJIEM, BJIABITIOBAHHSIM.

Hesposyminuii crag jereneBoi ¢QyHKIii abo >kap HEBIZOMOI €Tiojorii MOXyTh OyTH
O3HaKaMH acmipariiiHoi MHEBMOHIi a00 MHEBMOHIi, BUKJIMKAHOI MOTPAIUITHHAM PIJUHU Y
JIeTeHi.

JIKYBAJBHO-TIPO®LIAKTHYHI 3AXO/IA Y BUTTIAJIKY JTUCPATTI

V pa3i nosiBM BULIEBKAa3aHUX CUMIITOMIB IIPOBOASTH KIIIHIYHI aHAJII3U 1 peHTreHorpadio.
VY pa3i nmosBU po3naay KOBTAHHS JIiKap IOBMHEH CKJIACTH IHAMBIAYaJbHUHN IJIaH
JTIKyBaHHS, CIIPSIMOBaHM HAa MaKCUMaJIbHE 30€pEe)KEHHS KOBTATBHUX (DYHKITIH.

Skio croXuBaHHS 1K1 Ta PIAUHU Yepe3 POT OUIbIIIE HE € MOXKJIMBUM, TO PO3TJISIAIOThH
HEOOXiHICTh BUKOHAHHS racTPOCTOMII.

- [leranpHO 0OrOBOPITH PU3HKH 1 IEpEBAry TaCTPOCTOMII.

- Icnye kimpka crocoOiB BHKOHaHHS TacTpocromii. [lpuitmaroum pimeHHS MI010
racTpoCTOMIi, BpaXOBYIOTh PU3UKH, MOB'SI3aH1 3 MPOBEACHHSAM ONEpaIlii mij aHeCTe3i€l0,
Ta BJIaCHI MOOaKaHHS MaIll€HTA.

Ouinka xapuyBaHHs, KOBTAHHSI T iHIIMX ACHEKTIB

ITix yac KoKHOTO BiABiTYBaHHS JiKaps
e OmiHka cepTH(iKOBAaHOT'O Ai€TOIOTA.
e  KoHTpombs MacH Tilla Ta 3pOCTY; IS MAIIEHTIB, HE 3MaTHUX CAMOCTIHHO
XOWTH, 3aCTOCOBYIOTH alIbTEpPHATHBHI 32CO0M BUMiPIOBAHHS 3POCTY.
Ko:xHi 6 MmicaniB
KonTpons qucarii, 3amopis, ractpoe3odareaibHol pedIroKCHOI XBOpoOH Ta
racrpomnapesy
lopoxky
AHagi3 BMicTy 25-rigpokcuBiTaminy D y cupoBartiii KpoBi
O1liHKa OIOIGHHOTO CIIOKUBAHHS KaJIbIIII0

v

v

-

v

Cummntomu aucoarii

e Brpata macu Tina a6o

Bwmict 25-rinpokcuBitaminy

Cro>XMBaHHS KaJbI[il0

3HEBOJHEHHS D <30-0 "r/mi HIKYE PEKOMEHI0BaHO1
e HenocrarHe xapuyBaHHS J1000BOT HOPMHU
o Acmiparrist
o Jlucaris

!

v

!

3BEpHYTHUCS JI0 JIOToIea;
MIPOBECTH
Bi71€0 (QIIFOOPOCKOITIIO.

PexomeHy€eTECS yBeneHHS
racTpOCTOMIYHOI TPYOKH.

JlikyBaHHS fedinuTy
Bitaminy D.

PexoMeHyeThCs i IBUIIIATH
PIBEHB CIIO>KUBAHHS KaJIBIIIIO
3 DKeIo, Y TOMy 4HCii y
BHUTJISI/II Xap4OBOT TOOABKH.

Manionok 12. Oyintoeannsa ma ycyHeHns po3naoie XapuyeanHs, KO6MAHHA ma NOpPyuieHs 3 60Ky cucmemu

mpaeJjienna
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- CBo€YacHa racTpoCTOMIs IOTOMOYKE BaM CIIOYKMBATH JIOCTATHIO KUTBKICTh KaJOpii.

- SIKI0 cuia KOBTAIBHUX M'SI3H CHIIbHI, HASIBHICTh TACTPOCTOMH HE O3HA4ae, 110 BU HE
MOJKETE CIIOXKHMBATH 1KY, IKa BaM M0J100a€Thcs. BoHa sniie 1omoMoske BaM CITOKUBATH
JOCTATHIO KUTBKICTh MOKMBHUX PEUOBHH 1 KaJlopiii 0€3 ICUXO0I0riyHOT HApyTH.

3AIIOP TA TACTPOE3O®AT'EAJIBHA PE®JIIOKCHA XBOPOBA (I'EPX)

3amop Ta racrpoe3odarcanbHa peduiokcHa XBopoOa (0OyMOBJICHA CIOHTAHHHUM, PEryISIPHO
MOBTOPIOBAHUM 3aKHMJQHHSIM KHCJIOTO IUTYHKOBOTO BMICTY Yy CTpaBOXil, BimoMa sK Iedis,
MPU3BOIUTD 10 YPaKEHHS HWYKHBOT'O BIJJIUTY CTPABOXO/Y) — II€ /IBa HAWOMIMPEHIIINX PO3JIaau
IITYHKOBO-KHUIIKOBOTO TPakTy y XBopux Ha MJIJI. Ha 3anop ckapskarbcst 4acTo, aje o CKapry
9acTo ITHOPYIOTh, TOMY B&)KIMBO OOTOBOPUTH (PYHKIIIIO KHIIEYHUKA 3 (PaxiBIIMH BalIOi IPyIH
nornsay. EdextuBHE yCyHEHHs 3amopiB JONMOMOXKE YHUKHYTH MOXIIMBUX YCKJIATHEHb, IO
HETaTHBHO BIUIMBAIOTh Ha (DYHKIIIIO KMIIEYHHKA BHACIIIOK TPUBAINX 3aMOPIB.

e EdextuBHMMH MOXYyTh OyTH MpOHOCHI Ta iHII 3acodu. [IpokoHCynbTylTecs 31 CBOIM
JiKapeM, sike POHOCHE MiJIiiiie came BaM 1 sIK JOBro Horo ciin npuiiMati. Maiite Ha yBasi,
10 HE yC1 TPOHOCH1 3aCO0M OJTHAKOBI.

e OOOB’SI3KOBO TMUWTE JOCTAaTHBO PIAWHW MPOTATOM JHA. [liABUIEHE CIOXUBaHHS
KIIITKOBUHU TIOCWJINTH CHUMIITOMH, SIKIIO MPH IOMY BH HE 30UIBIINTE MPUHOM piTUHU.
AHanizyiTe CHOXXMBaHHSA DKI Ta PIIMHM 3 JIETOJIOTOM ITiI 9ac KOXKHOT'O BiABIAyBaHHS,
0cOOJIMBO SIKILIO Y Bac 3aropu.

e Tacrpoe3odareasbamii pedIIOKC JIKYIOTh MpernapaTamMy, IO 3HIKYIOTh KHCIOTHICTh
IIyHKa. IX HaifyacTime NpW3HAYAIOTH TALli€HTaM, fKi NPHIMAIOTh cTepoimd  abo
nepopaiibHi 6ichocoHaTu.

e Jlormsn 3a MOPOXHUHOIO pOTa 3aBXKAM BaKIMBUN, OCOOIMBO MPHU NEPOpATbLHOMY MpHiioMi
6icochonatiB 3 mpuBOAY BTpATH KICTKOBOI TKAaHMHH. PexoMeHallii 3 1Oriasay 3a poTOBOIO
MOPOXXHUHOIO HaBeseH1 y biomi 5.

e V¥V pasi cnabkocTi 1menen MoXe BUHUKATH BTOMA TI1J] Yac JKyBaHHS, 110 MOXE MMPU3BECTH TO
3HUKCHHS CTIO)KMBAHHS KAJIOPii.

BJIOK 5. PEKOMEHJIAIIII 3 TOTJISIY 3A POTOBOIO ITOPOXKHUHOIO

e XBopi Ha M/1J] 3mMarneuyky MOBUHHI CIIOCTEPIraTHCS Yy CTOMATONOra, SIKUH Ma€ BEJTHKHIA
JOCBi Ta po0pe o6Oi3Hanuii 3 ocoOiuBocTsamMu MJIJI. 3aBmanHs cromarosora -
3a0e3revyBaTi BUCOKOSIKICHE JIIKYBaHHS Ta 3/J0POB'S POTOBOi MOPOXXHHHH, a TaKOXK
BUCTYIIATH Y SIKOCT1 JpKepena iHdopMallii 3a BallluM MICIIeM MPOKMBaHHS. BiH MOBUHEH
3HaTH TPO BIAMIHHOCTI y PO3BUTKY ckeneta W 3y0iB y xBopux Ha MJIJI, a Takox
CHIBIIPALIIOBATH 3 100pe MoiH()OPMOBAHUM Ta JOCBITYEHUM OPTOIOHTOM.

Jlormsig 3a pOTOBOIO MOPOKHUHOIO Ta 3y0aMH IPYHTYETHCS Ha MPO(UIAKTHYHUX 3aX0/ax,
CIpPSIMOBaHUX Ha MIATPUMAHHS 3JI0POB’ s 3y0iB Ta TIri€Hy POTOBOI TOPOKHUHHU.

Jly)ke BaxJIMBO HAaBYMTHU OaThKiB Ta (haxiBLIB 3 AOIJISAY MPABHIBHO YHCTUTH 3yOH
xBopoMy Ha MJIJI, OCKUTbKHM 30UTBIICHHUH SI3UK Ta 1HOAI OOMEXEHE BIIKPUBAHHS pOTa
YCKJIATHIOIOTH 11 TpoIiec.

[HnuBiTyansHO MiAiOpaHi JOMOMDKHI Ta TEXHIYHI 3aCOOM Tiri€HHM POTOBOI MOPOKHUHU
HaOyBalOTh OCOOJIMBOrO 3HAUYEHHS B MIpY TOro, sIK ClaOIIalOTh M'SI3U KHCTEH, DPYK,
HIeNIeny, poTa 1 Ui ado 3'SIBISIFOTHCS KOHTPAKTYpH IIETIEIH.
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BJIOK 6. YCYHEHHS PO3JIAIIB MOBJIEHHS — IETAUJII:

e IcHyIOTH NeTambHO OMMCaHi MOAETI PO3BUTKY MATOJOrid MOBIEHHS y xBopux Ha MJI/],
BKJIIOYAIOYM MPOOJIEeMH 3 PO3BUTKOM MOBHHMX HaBHYOK, KOPOTKOYACHOI CIIOBECHOT
nam'ati Ta ¢oHoJoriuHoi oOpoOKM MOBHOI iH(oOpMalii, a TakoX 3HUKEHUU pIBEHb
iTenexty (IQ) ta TpyaHOIIi B HABYAHHI.

Ile crocyeThes He Beix soae 3 MJIJI, ame ciig BpaxoByBaTH PU3UK BUHUKHEHHS 1
B)KUBATU CBOEYACHUX 3aXOJIiB.

SIKmIo € mijo3pa Ha po3aj MOBJICHHS, TO CJi/I 3BEPHYTHUCS 10 JIOTOMea 3a OLiHIOBAaHHIM
Ta JIIKYBaHHAM Yy pa3i HEOOX1IHOCTI.

JiTsM 13 3aTPUMKOI0 PO3BUTKY MOBH, @ TaKOXX IHIIMM TAaIli€eHTaM 3 OCJIa0JIeHUMH
M's3aMU poTa Ta/abo HEpOo30IpIMBOK0 MOBOKO, HEOOXIAHI BIpaBH Ui M'S3IB, IO
BIZIMIOB1/1al0Th 32 MOBY Ta apTUKYJISIIIIO.

Komu gepe3 mpobiiemMu 3 MIATPUMKOIO TUXaHHS MoBa mamieHta 3 M/l cTae Bce MeHI
pO30ipJIMBOIO, JOIUIFHO 3aCTOCOBYBATH KOMIICHCATOPHI 3aXO/AM, POOWTH BIIPaBU ISt
roJIoCy Ta BUKOPUCTOBYBATH CUCTEMH MiICHIIEHHS! MOBHUX CUTHAIIB.

Posrisimatit  muTaHHS ~ BUKOpUCTaHHS — npucTtporo  BuBeAcHHsS MoBH  (VOCA,
KOMYHIKAIIMHUH MPUCTPIN 3 CHHTE3aTOPOM MOBH) JOLUIBHO Y OyAb-sIKOMY BiIli, SKIIO B
LBOMY € TIOTpeba.

Po3magu MOBIEHHS MOXYTh HMPHUBECTH IO TPYIHOIIIB y MIKONI, aje 3 HAUMH MOXHA
BIIOpATUCS 32 JOMOMOIOI0 HAJEeKHOTO OI[IHIOBaHHA Ta BXHUTTA JIKyBaJbHO-
PO ITaKTUIHHIX 3aXO/IiB.

14. ICUXOCOUIAJIBHA JOIIOMOTI A

Kutts 3 Mm's130B010 auctpodiero romena moxe 0ytu ayxe HenpoctuM. XBopuM Ha MJIJ] ta ix

ciM'siM BKpail HeoOXiJHa TcuxocoliaabHa Ta eMoriitHa miagrpuMka (brnok 7). TlcuxocomianbHi
poOJaeMH MOXXYTh BUHMKHYTH y OyJb-sKUil MOMeHT. OOOB'SI3K0BO MOBI1IOMTE IpyIi JOTJISLY,

SIKIIO 3'SIBISATHCS SAKi-HEOYIb 3 HIKYEHABEICHUX TTPOOIeM:

[TpoGremu 3 cowiaIbHOIO B3a€EMOJIIE€I0 Ta/abo 3amo4aTKyBaHHIM JIPYKHIX CTOCYHKIB (TOOTO
colliaJiIbHa HE3pUTICTh, HEIOCTaTHI COIlladbHI HABUYKWA, YHUKHEHHS OJHOJITKIB abo
130J1bOBAHICTh BiJl HUX).

[TpobiiemMu 3 HaBUAHHSIM.

Hanmipna abo noctiiiHa TPUBOXKHICTb / 3aHETTOKOEHHS;

Yacrti cBapku abo HeaJeKBaTHA IOBEMIHKA; TPYIHOII 3 KOHTPOIIOBAHHSM THIBY abo
CMYTKY.

[TinBumennii puU3HK HEHWPOMOBEIIHKOBHX pO3MaiB, a TaKOX IOPYIIEHb HEPBOBO-
IICUXIYHOTO PO3BUTKY, Y T.4. po3naau aytuctuuHoro crnekrpy (PAC), cunapom nedinury
yBaru Ta rinepaktuBHocTi (CAYT) Ta obcecuBHO-KOMITyIbcHBHE posaan (OKP).
[TpoGnemu 3 eMOIIHHOIO alanTaIli€l0, TPUBOKHICTh Ta/ado0 JIEnpecis.

He irnopyiite ncuxocoriaabHi Ta €MOIlIHHI aClEKTH, OCKUIbKA BOHU € BaKJIMBOIO CKJIaJ0BOIO
BaIllOT0 3/0pOB's. SIKIIO BM MAa€Te 3aHENOKOEHHS, NEpeXWBaHHSA a00 MUTAHHS LIOAO BAlIOro
niarHo3y abo OynIp-4oro IHIIOrO, TO AYyX€ BaXJIUWBO OTpuMartu BiAmosinl. Ilpu koxHOMY
BIIBIIyBaHH1 CIIeIiaricTa 3 HEPBOBO-M'SI30BUX 3aXBOPIOBaHb BAac TIOBUHHI 3allMTaTH MPO
CHUMIITOMHU TPHUBOTH 1 aemnpecii, popmanabHo abo y ¢opmi Oeciau, i, B pa3i BUSBJICHHS MpodiieMm,
BacC IMOBHHHI SKOMOTa MIBU/INIEC HATIPABUTH HA OLIHIOBAHHS CTaHy Ta JIKYBaHHS.
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BJIOK 7. TIAM'SITKA JIJISI CIM'T

JiTsiM TpocTillie CTaBUTH MHUTAHHS, SKIIO0 OATHKYM BUSBISIOTH BIIKPHUTICTH 1 TOTOBHICTh Ha HHUX
BimmoBimatu. BimnoBimaiiTe Ha NHUTaHHSA BIAKPUTO, ajie BIAMOBITHO 1O BIKY JUTHHH, 1
rocrapaiiTecs He BUXOJIUTH 3a PAMKH MOCTaBJICHOr0 MUTaHHA. MU po3yMieMo, 110 Taka PO3MOBa
3 TUTHHOI MOXKe OyTH HenmpocToro. [HiliaTHBHI TPyNU AONOMOTH Ta IEPCOHAN BalIoi JiKapHi
MOXKYTh HaJaTH JONOMOIY Yy BUIJISAl iH(popMalii, pekomeHaauid ta pecypciB. BoHu takox
MOXKYTh JONOMOITH 3HANUTH HAWOLIBII MiAXOIIION0 MEIUYHOIO MPAlliBHUKA, KU JOMOMOXKE
BaM 3 HEIIPOCTUMH PO3MOBAMHU.

st mropuuu 3 M/I/] BaXXKITMBO OTpUMYBATH IICUXOCOLIANIBHY Ta €MOIIMHY MIATPUMKY, OJJHAK HE
ciig 3a0yBaTd, L0 J1arHO3 BIUIMBA€ Ha BCIO CiM't0. baTbku, OpaTu 1 cecTpu TaK0X MOXYTh
130/II0BaTHCS B CYCHUIbCTBA Ta BMAacTU y Jempecito. Tomy mig Yac KOXHOTO MpHioMYy
PO3MOBiAAlTE CBOIM JIiKapsM PO CIIpaBH y Balliil ciM'i Ta MpOCiTh MOpEeKOMEeHTyBaTh (paxiBI,
SIKIIIO BIAUYBA€ETE, 1110 KOMY-HEOy b 3 Balloi ciM'i HeoOx1Ha ¢axoBa Joromora, ajae He 3a0yabTe
IIPY IIbOMY OTPHMATH HalpaBIJICHHS.

IcHye nekimbka MHMPOKO BIIOMUX BHJIB JIIKYBATBHO-MPOQITAKTUYHUX 3aXOdIB y OaraThbox
raiy3sx ncuxoreparii. JIo HUX BITHOCUTBHCS HaBYaHHS OATHKIB CIIPABISATHCS 3 MOBEHIHKOIO Ta
KOH(]JITIKTaMH, 1HIUBIyanbHa a00 CiMEiHA Tepartis, a TaKOXK KOPEKIisl TOBEMIHKH. [IpuKmagHmii
aHaI3 TOBEIIHKK MOXKE JIOMOMOITH Yy BUSIBJICHI MEBHHUX THUITIB MOBEIIHKU, XapaKTEPHUX IS
ayTH3MYy.

Kopuchuii pecypc y Benuko6putanii: [TociOHuk 3 M's130B01 auctpodii Jromiena, mia pegaxiiiero
Jxaner INockine (https://www.jkp.com/uk/a-guide-to-duchenne-muscular-dystrophy-2.html).



https://www.jkp.com/uk/a-guide-to-duchenne-muscular-dystrophy-2.html

ITociOHuK 11 ciMel

53//64

OIIHIOBAHHSA (MAJIIOHOK 13)

Bame mopiyHe mcuxocolianbHE OIIHIOBaHHA IOBHHHO BpaxOBYBaTH KOTHITMBHUI

PO3BHTOK, MOBJICHHEBUH PO3BUTOK, €MOLIHHY aJanTamilio, KOpPEeKLil0 IOBEIIHKH,

KOMYHIKaTHUBHI HAaBUYKM Ta iHINI acmekTh. He KoxkHa JiKapHS Mae JOCTylm J0 BCIX
MepepaxoBaHUX BHJIB OIIHKU 1 BTpy4yaHb. Lli pekomeHpaaiii MOXYTh MOCIYXHUTH BaM y
SIKOCT1 IIOCIOHMKA 3 IICUXOCOLIaIbHOT JIOIIOMOIH.

Cranisn camocTiiiHoi X01b0MH,
JUTHHCTBO

Panns cragisi, He3gaTHICTD
CaMOCTIiHHO XOMTH, IOHALKHH
BiKk

ITi3Hs crangin, He3AaTHICTH
CaMOCTIiHHO XOIUTH, A0pPOCaHNii

* YcTaHOBKA BUXIJHOTO PiBHS B
MIEPIIHAHN PiK MiCIST TOCTAHOBKH
JiarHO3Y.

* Oninka po3BUTKY (<4 pokiB) abo
HEHPOICUXOJIOTIYHA OIiHKa (<5

* HefiporicuxonorigyHa oIiHKa Jyis
BHSIBJICHHS KOTHITUBHUX TIPOOJIEM
1 TPYJHOIIIB 3 HABYAHHAM TIPH
HU3BKIH YCHIIIHOCTI B IIKOJTI.

* HeiiporicuxosorigyHa omiHKa mpu

Heiiporicuxonoriuna omiHKa npu
TOTIpIIeHH] (YHKIIIOHATBHOCTI
a00 31aTHOCTI BUKOHYBaTH
MIOBCSAKICHHI CIIPaBH.

E | pokiB) mpu 3aTpuMIi MEPEXOi 10 AOPOCIOro KHUTT.
5 | xormiTMBHOrO po3BUTKY 260
g eMOLIKHI mpobiemMH.
E Oritka qedeKTonora MOBU Ipu Orinka nedexronora s
© | mizmo3pi Ha 3aTPUMKY 1 PO3BUTKY MALi€HTIB 3 MOPYIICHOIO
3/IaTHICTIO TOBOPUTH, JKyBaTH a00
3 mucdariero.
OriHka conianpHOro npauiBHuka | OuiHka notped nauieHTa i #oro cimM'i coliaIbHUM MPALiBHUKOM.
MIPY TIOCTAHOBIII JiaTHO3Y 1 Jai
110 HEOOXiTHOCTI.
[cuxoTepanisi Ta/ado ncuxodapMaKosIoris IpH PO3Iaaax MCUXIYHOTO 3/J0POB'sL.
®dopmanbHe 00IaIITyBaHHS MICI B KON 3 ypaxyBaHHsIM Oe3neku Ta | besnepepBHa ocBiTa, HaBUAHHS
KOMQOpTY; MPOITYyCK 3aHATh Yepe3 XBOPOOy. npodecii 3a IHIUBITyaTBHOIO
MPOTPAMOI0 10 22-piYHOTO BiKYy.
= ITocranoBKa 11ine Ha MalOYTHE, O6namryBaHHs poOOY0ro Micus.
§ 10 CTOCYETHCS OCBITH i mpodecii.
S | Hangarots GaTbkam pecypcu ajist iHGOPMYBAHHS IKUTbHUX BUUTEIB,
‘S | MIKUIBHUX [ICHXOJIOTIB Ta HIIOr0 HepcoHary npo ocobmusocti MJIJI.
E Hapatots OaThKkaMm i mamieHTy pecypcu Ui iHpOpMyBaHHS OTHONITKIB
£ | opo MJUL.
.= | 3BepTaroThes 10 ICUXO0JIOra PU HEOOX1AHOCTI TpEeHYBaHHS
< KOMYHIKaTHBHHX HABHYOK.
.% 3a20X04yIOTh aKTUBHE 3aJTyICHHS Mali€HTa i HOT0 CiM'i B )KUTTSI CYCITIIHCTBA.
£ | 3a0X0uyIOTh iHIIATHUBHICTH i HE3AIEKHICT MAIEHTA.
2 Oprani3oBYIOTh JOMAIIHIN
a MEIUYHUN OO,
,E IHpopMyTOTH MarienTa i HOro cimM'r'o Mpo 3aco0M MaTiaTUBHOI

JOIIOMOT'H.

Oprani3oByIOTb JOAATKOBUH JOTIISAA, BUAUISIOYH Yac IS BiAMTOYHHKY

THM, XTO MOTro 3a3BH4ai 311 CHIOE.

ITamiatuBHA mormomora Ha
TEepMIHAJIBHIN CTamil.

Mantonok 13. Ilcuxocouianvhe oyineanna ma JAiKyeaibHo-npodinakmuyni 3axoou
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3AXO0/IH, CITPAAIMOBAHI HA JOT'JIA A TA INATPUMKY

e Koopaunarop nikyBanHs MJIJ[- 11e KI0UOBUN WICH IPYIU JOTJISAAY, Yepe3 sIKOro MOXKHA
OTPUMATH HaIpaBJIeHHS 10 (paxiBIiB 3 TMOBEIIHKH, COIIATHHHUX IMpPAIiBHUKIB, JiKapiB-
KOHCYJITAHTIB Ta (haxiBI[iB 3 MATIATUBHOI JOMOMOrH. SIKIO 70 BamIoi Tpynu JAOTIISATY He
BXOJIUTHh KOOPIMHATOP, Ji3HAWTECsS, KOMY CIij TeaeQoHyBaTH y HENPUHMaIbHI TOIUHHA B
pa3i BUHUKHEHHSI MMTaHb/3aHETIOKOEHHS/HaJ3BHUaiHOT CUTYaIli].

e Baxnupo, mo0 BU MOBIOMUIIU TMpaIliBHUKAM IIKOIU Tpo ocobmuBocti MJI/], mo0 BoHU
JONIOMOTIJIM  OpraHi3yBaTH BaM JOCTYI JIO0 BChOTO, IO HEOOXIIHO MAJsl YCIIIIHOTO
HaBYaHHS, Y4acTl y CyCIUIbHOMY JKUTTi Ta HAOYTTsI MailOyTHBOI nipodecii.

e HeoOxiaHO po3poOUTH IHAMBIAYAIbHUM IJIaH HaBYaHHS, JIKYBaHHS Ta JOMJIANY, Y SIKOMY
BpaxyBaTH MOXIIMBICTb BUHUKHEHHS B BaM TPYIHOIIIB 3 HAaBYaHHSIM Ta CKOPUTYBATH ii,
AKI MOXKYTb 3aBJIaTH LIKOAM BAIIUM M'si3aM (HANpHUKIAJ, YPOKH (Pi3KyIbTypH), TOCHIUTH
BTOMY (HAmpHKJIaa, TOJOJAHHS JOBTOro NUIAXY A0 iAaibH1 ¥ Ha3am) abo MOCTAaBUTH i
3arpo3y 0e3neKy (HampuKiIaa, Ha JUTIIOMY ITPOBOMY MaiIaHUHKY).

e PO3BUTOK IHIIIATUBHOCTi, CAMOCTIHHOCTI Ta y4acTb y MNPHHHATTI pimieHb (OCOOIMBO
pIlIEHb 111010 MEAUYHOTO JOIJISAAY) Ta 3BUKAHHS /10 MOMIYHUKIB (IHIIUX, HDK OaThKH), 10
JOTJIA/IAI0Th 32 BaMU, € HEOOX1THUM Ta Jy»Ke BKIUBUM KPOKOM IO aBTOHOMHOTO KUTTS
(muB. Po3ain 17).

e PO3BUTOK HaBUYOK, HEOOXIAHUX JUIsl CIUIKYBaHHS Ta HaBYAaHHS, JOMOMOXE BaM 3HAWTH
pOOOTY 1 )KUTH aKTUBHUM JKUTTSIM Y JOPOCIOMY BIIll.

e Kpim ycyHenHs OomboBoro cuuapomy (brmok 4), rpyma magiaTHBHOI JOIMOMOTH MOXeE
TaKOXX HAJaTH MOpPAJIbHY MIATPUMKY, 3a0€3MEYUTH JIOTJIS] HAa Yac BiJCYTHOCTI 4JIEHIB
ciM’i, MPOSCHUTH LIl JIKyBaHHA MpPHU MNPUAHATTI HENPOCTUX MEAWYHMUX PIllIeHb,
MOJICTIINTH Balle CHUIKYBaHHS 3 KOMAHJIOKIO JIKapiB, a TaKOX BUPIIIUTH THTaHHS,
OB’ s13aH1 31 CTPKJIAHHSIMH Ta BTPATOIO.

HHCUXOTEPAIIEBTUYHE TA MEIUKAMEHTO3HE JIIKYBAHHA

SKmo BHW BigUyBaeTe TPUBOTY ab0 CTpa)aaeTe Bil Jenpecii, MOXJIMBO, BaM JIOTIOMOXYTh
AHTUJICTIPECAHTH, BHUIIMCAHI 3a penentoM. laki mpenapaTd MpU3HAYAE JIKAp JIUIIEe ITICTs
BCTaHOBJICHHS BiJIMOBIAHOTO JiarHo3y, a 3a ix MpUHOMOM BEAEThCS CIIOCTEPEIKECHHSI.

15. IO BPAXOBYBATH Y PA3I XIPYPI'TYHOI'O BTPYUAHHSA

MoXyTh BHHMKATH PI3HOMAaHITHI cuTyallii, sk mos'a3ani 3 MJIJl, komu Moke BUHHKHYTH
norpeda y XipyprivHOMy BTpPYYaHHI IiJ] aHECTe3i€l0 (HANpukiIaa, Oiomcis M's3a, KOPEKIlis
KOHTPAaKTyp Cyrio0iB, omeparliss Ha xpeOTi abo racTpocToMmis), Tak 1 HE TOB'I3aHI 3 UM
niarHo3oM. SIKIo BU moTpedyeTe XipypriyHoro BTpy4aHHs, ICHYe IiIa HU3Ka MOMEHTIB, Ha fKi
noTpiOHO 3BEPHYTH yBary B UISX OE3MEKH.

Omeparriss Mae TPOBOAMUTHUCS Yy JIIKApHI, MEPCOHAT SKOi q00pe 3HAMOMUMA 3 OCOOIMBOCTSIMHU
M's130B0i qucTpodii JlfomeHa i TOTOBH 3pOOUTH BCE MOXJIMBE JIsl CIIPUSATIMBOrO mepediry u
pe3ynbTaty omepamnii. BapTo po3rISIHYTH MOMIJIMBICTH BBEACHHS «yIapHOD» J03U CTEPOIMiB.
Pexomenmamii moa0 ymapHOTO J03yBaHHS CTEpOINiB MOXHA 3HAWTH B MPOTOKOJI MPUHOMY
crepoinis I1./x. Hikonodda Ha caitti www.parentprojectmd.org/pj.

VYci xBopi Ha MJIJI cxunbHi g0 pabmomionizy. PaGnomioniz po3BHBaeThCs B pe3ysbTarTi
MacoBOro pyHHyBaHHS M'S31B. YpakeH1 M'S3M BHAUISIOTH Y KPOBOTOK MIOIJIOOIH Ta Kaulii.
Miorno0iH CTaHOBUTH HeOe3NeKy Ul HUPOK Ta MOXKE BUKJIMKATH HHUPKOBY HEIOCTaTHICTB;
HAJUTMIIOK KaJlilo HeOe3MeuHuU sl ceplisd. 3 OISy Ha PHU3UK paldaoMioiizy, iCHye HH3Ka
3armoOKHUX 3aXO/1B, SKI MOBUHHI OyTH BXKUTI IiJ] Yac MPOBEACHHS Onepalii MmiJ aHecTe31€0 y
xBopux Ha MJI/I.
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e 3a koaHMX 00CTABHH He 3aCTOCOBYBATH CYKUMHIJIXOJIiH, OCKIJIbKH BiH BHKJIHKAE
padaomionis.

e VYHHKATH 3aCTOCYBAHHSl IHTAJAUIIMHOIO HAPKO3y 3 OISy Ha MIABUINCHUNU PH3UK
pabaoMioni3y i 9ac HOro 3aCTOCYBaHHS.

e B ocHOBHOMY, O€3MIEYHUMH BBAKAIOTHCS aHECTETUKH [V MOKOIIHHS.

e bynp-sKi aHecTeTukn y XBopux Ha M1/l 3aCTOCOBYIOTH Iy’Ke 00CPEKHO.

e Cnucok Oe3rneyHNX Ta HeOE3NMEYHNX aHECTETUKIB MOYKHA 3HAWTH HA CaliTi baThKiBCHhKOTO
npoexkty MJIJI www.parentprojectmd.org/Surgery

e HaranmaiiTe MequYHOMY MEPCOHATY MPO HEOOXIAHICTH 0OEPEKHOT0 3aCTOCYBAHHS KUCHIO
(muB. Pozmin 11).

o Jlyxe o0epexHO 3aCTOCOBYIOTH OMiaTH Ta IHIINI CEIAaTHBHI 3aCO0M Ta MIOpEJIaKCaHTH,
OCKUJIbKM BOHHM BIUIMBAIOTh HAa YacCTOTY ¥ MIMOMHY IMXaHHS, CIOBUIBHIOIOYM HOro i
poOuisiun OUIBLI TOBEPXHEBHM.

Kapnaiosoriuna nonomora

[epen Oynp-IKuM XipypTidHAM BTPYYaHHIM IIPOKOHCYIBTYHTECS 3 KapA10I0rOM

AHecTe310510TH IOBHHHI BPaxoBYBaTH, 110 XxBopi Ha M/IJ[ cXmipHI IO CepIieBoi eKOMITeH Al i gac
oreparti.

Cepiio3He XipypriyHe BTpy4aHHS:

* margienTd 3 M1/ MatoTh MiIBUIICHUH PU3UK PO3BUTKY CEPLIEBOI HETOCTATHOCTI MIPH MPOBEIECHHI CepHO3HNX
oreparii;

* IIepe OTepaIie€ro HeoOXiqHo 3po0UTH eXoKapIiorpaMy Ta eJIeKTpOoKapAiorpamy.

Hesenuke Xipypriuae BTpy4aHHs:

* y MAIL[i€HTIB 3 HOPMAIBHO (QYHKI€EO ceplisl IPOBOAATH MTOBTOPHE JOCHIPKEHHS, SIKIIO MONEePEIHE
MPOBOJMIIOCS TTOHAJ PiK TOMY.

KoHTpoJb fuxanus

Ilepenonepariiiina TpeHyBaHHS 1 MiCIONEpalliiiHe BAKOPUCTAHHS 3aC00iB JOIMIOMOTH TPH KAl

* JlomoMixkHe 00JTaTHAHHS P KAILTi HEO0OXiJHO MamieHTaM 3 MaKC. IMBHIKICTIO BUAUXY MpH Karuti <270 1/
xB 200 Makc. THCKOM (a3zu Buauxy <60 cm Hz0.

Iepenoneparniiina TpeHyBaHHS i IiCISONEpaliifHEe BHKOPUCTAHHS HSIHBA3UBHOI BEHTHJIALIT
* HeinBa3uBHa BeHTIWIAIISA HeoOXinHa marientam 3 @XKEJT BuxinHoro piBas <30%.
* HeinBa3uBHA BEHTIUIAIIS KATETOPHYHO MoKa3aHa mariearam 3 OXKEJT <50%.

He citin 3acTocoByBaTH 10IATKOBO KHCEHBb 0€3 OJIHOYaCHOT'O BUKOPHCTAHHS HEIHBA3UBHOI BEHTHIIALIIT.

Crumynroroda cripoMeTpis Hee)eKTUBHA Y JIOICH 31 CIIA0KUMU JUXaTEHAMHE M's13aMH, iCHYIOTB Kpari
QIbTCPHATHBHU.

AmHecTe3ist

Crporo rnokazaHa BHyTpilIHLOBEHHA 3arajibHa aHecTe3is

Crporo npoTHITOKa3aHi JeNosIprU3yodi MiOpeIaKkCcaHTH, Taki SK CyKCaMETOHIIO XJIOPH/I, 3BaXKal0UH Ha PU3UK
JIETaIbHOTO HACTIJKY.

Pabnmomionis i rimepkaiemist.

* [Mamieatn 3 M1J] cXunmbHi 10 pH3UKY PO3BUTKY pabaOMioNi3y MpH 3aCTOCYBaHHI IHTAIAII HHIX aHECTETHKIB
a00 CYKCaMEeTOHIIO XIIOPHIY.

* YcKkiagHeHHs y BUTIIAL paOgoMioni3y 4acTo IUTYTAIOTh i3 3JI0SKiCHOIO TiepTepMIielo.

Brpara kposi

He pexomenayeThcs 3acTOCyBaHHs T1ITOTEH3MBHOI aHECTe31i A1l MiHIMI3allil BTpaTH KpoBi uepe3
reMoJMHaMiuyHui e)eKT B yMOBax Kapiomionarii.

3 METOI0 KOHTPOJIO BTPATH KPOBI PO3IJISIAI0OTH 3aCTOCYBAHHS CHCTEMH TS ayToreMoTpancdysii pazom 3
aMiHOKaIpOHOBOIO a00 TPaHEKCAMOBOIO KHCIIOTOFO.

XBopum Ha MJIJ] He miaXomaTh micisionepaliiiiHi aHTUKOAryJISHTH, TaKi SK FenapuH ado acmipHH.

3 MeTOI0 TIonepeKEHHST TPOMO03y TIIMOOKHX BEH 3aCTOCOBYIOTH KOMIIPECIHHI TAHYOXH 3 TPaAyIHOBaHOIO
KOMIIpECI€0.

Manwnok 14. Pexomenoayii na 6unadok xXipypeiunozo empyuanus
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16. OCOBJIMBOCTI HAJJAHHS EKCTPEHOI JJOIOMOI'

Skmo BaM HEOOX1HO 3BEPHYTHCS JO JIIKapHI MIBUIKOI MEAMYHOI JOMOMOTH, CJiJ BpaxyBaTH
Take:

e BignoBimaapHUN MeAnpariBHUK ab0 CIHEIialicT 3 HEPBOBO-M'S30BHX 3aXBOPIOBaHb MOBUHHI
3arenedoHyBaTH 70 JIKapHi Ta MONEPEAUTH PO CBOE MPHUOYTTS.

e Skmo BM ONMWHHTECS Yy BIUIUICHHI HEBIAKIATHOI JOMOMOTH, OOOB'S3KOBO 3aTenedoHyiiTe
CHELIaIICTy 3 HEPBOBO-M'S30BUX 3aXBOPIOBAHb a00 I'PYIi TOTJISALY.

e JloscHiTe nepconany, mo y Bac MJI/I, po3kaxite, Kl JIKM BU NpUHMAaeTe, MOBIIOMTE MPO
MOKJIMBI YCKJIAAHEHHS 3 OOKY IMXaJbHOI 200 CepIeBO-CyJMHHOT CHCTEMH, 1 SIK1 JIiKapi 3a3BUYait
3aiiMal0ThCs BALIUM JIIKYBAHHSIM.

e OCKUIbKM BENIMKA KUTHKICTh MEIIPAIlIBHUKIB HE 3HAHiOMA 3 MOTCHIIMHIUMHY TUTAaHAMHU BEJICHHS
M/1/1, HeoOXiqHO pO3MOBICTH MPO OUIKYBaHY TPUBATICTh Ta 1 OYIKYBaHY SIKICTh KUTTS MAII€HTA.

TH®OPMAIIISA HA BUITAJIOK HAJIAHHSI EKCTPEHOI JIOMOMOT'H

3aBxau MaiiTe mpu co0i KapTKy, CKIaIeHY
CIEIIaTICTOM 3 HEPBOBO-M'SI30BUX
3aXBOPIOBaHb, JI€ B CTUCIOMY BUTJISI BKa3aHa
HaliBaxJIMBimIa MeauuHa iH(OopMarris:
e J1iarHos;
® TIepeNiK MEIUKAMEHTIB, SIKi PUHMAETE;
® pe3yNbTaTH HEJABHIX JOCIIKEHb
(byHKIIIH ceplis 1 JiereHb,
® pEIUANBYIOY1 3aXBOPIOBAHHS B aHAMHE31
(HampwKIa1, THEeBMOHIS, cepIieBa
HEJOCTaTHICTh, KAMEH1 B HUPKaX,
ractporapes (3aTpuMKa eBaKyarlii BMicTy
[ITYHKA);
® KOPOTKHUH OMKC NMEPBICHOT OIIHKH 1
Teparii.
[ndopmariiro mpo Te, AK g AisTH Y
HaJ3BUYAIHIA cUTYyallil, MOXKHA 3HAUTH Y
J01aTKy Jutsi cMapT@oHIB baTbKIBCBKOTO
MPOEKTY M'sI30BOi AUCTPOdii
(www.ParentProjectMD.org/App), a Takox Ha
caiiti https://duchenneemergency.co.uk/.

CTEPOIIN

[Ipo perynsipHuil MOAECHHUI TPUHOM
CTEepOiNiB Mpoiry noBimoMumMu/loBeaiTh 10
BiZlOMa CIIBPOOITHUKIB BiITIICHHS
HEBIJKJIaHO1 JOMTOMOT'H, 10 BU IIOAEHHOO
npuiioMy crepoiniB. Po3kaxiTh, sIK 1OBro BH iX
MpUiiMaeTe, 1 0 MOXKE CTaTUCS B pasi
MPOITYCKY YeproBOi 03¢ OUTBIN HIK Ha 24
TOJMHHM. 3rajaTv Mpo CTEPOiH BapTO HABIThH B
TOMY BUIIQJIKY, KO BY IX IPUUMaIH Yy
MUHYJIOMY.

BJIOK 8. OCHOBHI MOMEHTH I/
YAC HAJIAHHSI EKCTPEHOI
JIOTIOMOT'H

1. Bi3bMiTh 3 00010 IEPCOHATIBHY KAPTKY 3
OCHOBHOIO MEIMYHOIO iH(popMaIliero (MOxHa
3HAWTH 32 MMOCUTIAHHSIM
https://www.musculardystrophyuk.org/) i
MoKa3yuTe JiKapsm, MeJIcecTpam Ta
aZMiHICTpaIlii TiKapHi.

2. 3B'sDKITBCSA 31 CIEIIATICTOM 3 HEPBOBO-
M'SI30BHX XBOPOO MICIIsl HEPBUHHOI OLIIHKU Ta
00T OBOPITH JTIKYBaHHS.

3. [lonepenpTe nikapiB HEBIAKIAIHOT
JIOTIOMOT'H, 1110 BU IIPUHMAETE CTEPOIIH.

4. SIK1110 € MOKJIMBICTD, BI3bMITE KOIIil
OCTaHHIX JIOCTIKEHb CepLs 1 JIETeHb, TAKHX
sk ®XKEJI, EKT 1 ®BJIIII.

5. SIK1o BM BUKOPUCTOBYETE arapar Jiist
JIOTIOMOTH TPU Karuli (BiAKaIIIoBad) adbo
anapart nBodaznoi Bentuisaiii serens (HIBJT),
BI3BMITh 1X 3 COOOIO B JIIKAPHIO.

6. S0 y Bac najae piBeHb KUCHIO, IEPCOHAT
NOBHHEH OyTH J1y’Ke 00epeKHUM, JTAI0Un
KHCEHb 0e3 pecIripaTOpHOI MITPUMKH
(BeHTHIIAILIT).

7. SIK1110 BM OTpUMAaJIH MEPEIoM, HarosraiTe
Ha PO3MOBI 3 BamuM (izioTepaneBToM abo
CIELIaTiCTOM 3 HEPBOBO-M'S30BUX
3axBOproBaHb. CIIKYHTE 32 MOSBOIO

CHUMIITOMIB CHUHJIPOMY HPOBOi eMOoii
(CXKE). [Po3min 9]
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Ile BaXIMBO, OCKUIBKH

Crepoinn MOXYTh MOCTaOUTH PEAKIil0 OpraHi3aMy Ha CTpec, TOMY B pa3i €KCTpeHOl
CHUTYallii MOXYTh 3HAJTOOUTHUCS «yIapHI» T03HU CTEPOIiB;

Crepoiny MiABHINYIOTh PHU3UK PO3BUTKY BHPAa3KW NUIYHKY; TEPCOHAT BiIJIUICHHS
HEBIJIKJIQIHOT TOTTIOMOT'Y TTOBUHEH 11€ BPaXOBYBATH,

B okpeMux Bumagkax MOXXyTh BUHHKHYTH 1HIII YCKJIQJIHEHHSI B TOCTPii ¢opMi, IMOB'sI3aH1
3 mpuiiomMoMm crepoiniB. [lepcoHan BimAiIeHHS HEBIIKIaTHOI JOIMOMOTH TMOBHHEH IIC
BPaxOBYBATH.

®YHKUII CEPLIS

Bi3bmiTh 3 co0Ol0 pe3ympTaTH OCTaHHIX jpochimkenb ¢ynkuid cepus  (EKT,
exokapziorpama, MPT-3HiMOK cepiis). BoHr MOXKYTh CTaTy BaM y Haro/i.

Haranaiite mepcoHany BiIAUICHHS HEBIIKIATHOI JOMOMOTH, IO y XBopux Ha MJIJ]
Oynap-skoro Biky Ha EKT', six npaBuiio, € BiAXUJICHHS BiJl HOPMU; BI3bMITh 3 COOOIO KOO
octanaboi EKT', SKII10 1€ MOXKIIHBO.

[Tin yac rocTpux cCTaHIB BaXXIUBO IMOCTIMHO KOHTPONIOBATH (YHKIII cepus, 100
MEPEKOHATHUCS Y BIICYTHOCTI OPYIIEHBb CEPIIEBOI'O PUTMY.

TNXAJTBHI ® VHKIIIT

Bi3pMiTh 3 €000 pe3yiabTaTH OCTaHHIX JAOCHIIKEeHb (YHKLINH JiereHb ((popcoBaHa
XKHUTTEBA EMHICTD JiereHb, OIKEJI). BoHr MOXYTh CTaTH BaM Yy Harofi.

OOOB'SI3KOBO  BI3BMITH 3 CO0OK 110 JIiKapHi Oyab-sKe oOOJIaHaHHS, SKE BHU
BUKOpPHUCTOBYeTe (BinkauutoBay ado amapar HIBJI), y pasi sikiio y HUX Hemae Juis Bac
Takoro oOnamHaHHs. Hamomsraiite, o0 mepcoHan BiIIUICHHS HEBIIKIAJIHOI JOMTOMOTH
3aCTOCOBYBAB Ballle 00JIaIHaHHS MPH JIIKYBaHHI.

SIkmo BU BOOMa BUKOPUCTOBYETE amapaT IITYYHOI BEHTWIALI JiereHs, (axiBmi 3
pecnipaTopHOi MIATPUMKH TOBUHHI MIKIIOUATUCS IO BAIIOTO JIIKYBaHHS.

Jlyxe o0epekHO 3aCTOCOBYBAaTH OITiaTH, IHIII CEJaTWBHI 3aco0M Ta MiOpelaKCaHTH,
OCKUJIbKM BOHHU BIUIMBAIOTh HA YacTOTYy 1 IMIMOMHY JAWXaHHS, CIIOBUIBHIOIOYH HOTrO i
poOmstuun OinbIn moBepxHeBUM (uB. Po3ain 15).

VY pa3i HeoOXiAHOCTI aHecTe3il 3aCTOCOBYIOTh aHECTEeTHKH [V MOKOMIHHS # YHMKArOTh
IHTAIAIHHUX aHECTETHKIB; CYKIIMHUIXOJIIH CTPOro MPOTUIOKa3aHui marieHTam 3 MJIJ]
(mmB. Po3gin 15).

[lixn yac xBOpoOM QUXalbHI M'SI3U MOCTIMHHO €1a0IIal0Th, TOMY 3HAYHO 3POCTAE PU3HK IOSBU
YCKJIaHEHb. TaKuM YMHOM, SIKIIO Ballli JUXadbHI M'SI3H 3HAYHO OCJIA0JICH1:

Jlns mikyBaHHS 1HOEKIIH TUXATbHUX MUISIXIB MOXKYTh OyTH NTPU3HAYEH1 aHTUO10THKH;
Moske 3Ha00MTHCS pecipaTopHa MiATPUMKA MUITXOM HeIHBa3UBHOI BEHTHIIAILIT;
IMomauy KuCHIO, 32 HEOOXI1AHOCTI, 3IHCHIOIOTH 3 00epexHicTio (1uB. biok 9);

TpuBana HeiHBa3WMBHA BEHTUJIAISI B CTaH1 HECIIAHHS, 1[0 TIEPEPUBAETHCS Y pa3i MoTpedu
JUIS IITYYHOTO BIJKAlUTIOBaHHS 3 BUKOPUCTAaHHSM BIJIKAlIUTIOBA4a, € CTaHIapTHOIO
MIPOIEAYPOIO JIIKYBAaHHS PECIipaTOPHUX 3aXBOPIOBAHb B paMKaxX HaJaHHS HEBIIKIIAIHOL
JIOTIOMOTH.
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BJIOK 9. OBEPEKHO! KUCEHb!

VYci mu quxaemo, Bauxaroun kucenb (O2) Ta Buamxaroun Byriaekuchuii raz (CO2).

[Tomaya KMCHIO B YMOBaX 3HIOKEHOT (DYHKIIIi JIETreHb MOXKE 3HU3UTH IMPArHeHHs OpPraHi3My
JIUXaTH CaMOCTIIHO, 1, SIK HACTIOK, MPU3BECTU A0 MiJBHUIIEHOTO PIBHS BYTIEKUCIOTO Ta3y
(zarpumra CO2 abo nuxanbHuit anumo3). Lle Moxke OyTm HeOe3NMeYHO 1 CTaHOBHTH
MOTEHIIHHY 3arpo3y Juisl KHUTTsS. Ilomaya KHUCHIO TOBWHHA 3JIIMCHIOBATHUCS 3 BEJIUKOKO

00EpEeXHICTIO, 3 pETEILHIUM KOHTPOJIEM PIBHS BYIJIEKUCIIOrO ra3y B KPOBI.

SKmo piBeHb HACHYEHHS KpOB1 KHCHEM BNaB Hmwk4e 95% (3riiHO 3 TOKa3aHHSIMU
MYJIbCOKCUMETPA), TO MEePEBIPSAIOTH PIBEHb BYIJICKHCIIOro ra3y B KpoBi. [Ipu migBuieHomy
PIiBHI BYTJIEKHCIIOTO Ta3y B KpOBI MOTPiOHO 3acTOCYBaTH PYy4Hi, MEXaHIYHI Ta HEIHBa3UBHI
3aco0M pecripaTopHOi JOMOMOTH.

KommneHcyBaTi HecTady KHCHIO MOXKHA 3a JOINOMOIOH HEIHBa3MBHOI BEHTWJIALII JIET€Hb
(HIBJI), npu 11boMy yBa)KHO KOHTpO00un piBeHb CO2 B KPOBI.

IHEPEJIOMMU KICTOK

VY mnamientiB 3 M/IJl icHye migBuineHuil pusuk nepenomiB. Ilepenom HOrm Moxe MO30aBUTH
MOXJIMBOCT1 CAMOCTIMHO XOAHWTH, OCOOJHMBO SIKIIO XOAb0a YCKIAIHIOBAJIACA M 10 TEPEIoMy.
[ToBizomTe cBOIif Ipymi HorasAy, ocooauBo (izioTepaneBTy, M0 y Bac TpamuBCs MEpeoM, 1 3a
HEOOXIJHOCTI, BiH 3B'SKETHCS 3 XIPyproMm.

e Xipypriuna ¢ikcalig, SKIIO 1€ MOXJIMBO Y KOHKPETHOMY BHIIaJKy, YacTO Kpalla, HIXK
HaKJIaJaHHs TIincy, JUIS TMAli€HTIB, $SKI MOXYTh XOJUTH CaMOCTIMHO (BiTHOBIIEHHS
BiIOYBA€THCS MIBHUIIIIE).

e 3HauHY POJb Yy SKHAWIIBUIIIOMY IOBEPHEHHS 3AaTHOCTI JIO CaMOCTIHHOTO TepecyBaHHS
Bilirpae y4yactb (izioTepaneBTa,.

e Skmio 3mamMaHa KICTKa - OJWH 3 XpeOIliB 1 BU BiA4yBaeTe OUTh B CIHHI, JJI OTPUMaHHS
aJICKBaTHOT'0 JIIKYBaHHS 3BEPHITHC J10 opToneaa abo enjpokpunonora (auB. Po3ain 9).

VY xBopux Ha MJJ] icHye pusuk cuHapomy sxupoBoi embomii (CXKE), skuii morpelye
HeBIKIaAHOT Mean4yHoi gornomoru (auB. Po3ain 9). Heraiino moBizomMTe JlikapsiM IIBH/IKOI,
SIKIIIO BH Ma€Te Migo3py Ha s;kupoBy eMoOo.1i0. Cumnromu CXE:

1. CnnyraHicTh CBiTOMOCTI Ta/ab0 Ie30pieHTAallis;
2. HesBuuyaiina noBemiHKa;

3. Ilpuckopene muxaHHsS Ta CEPLEOUTTS;

4, 3amuiika.

17. OCOBJIUBOCTI IIEPEXOAY 10 JOPOCJIOIO ) KUTTA

loTyrounch craT Okl CaMOCTIMHHMMH, BpaxoBYHTE CBOI TOTpeOU Yy METUYHOMY
00CITyroByBaHHI Ta JOTIIsAL. SIK MpaBUiIo0, TOCATHEHHS 0a)XKaHOTO PIBHSI CAMOCTIHHOCTI BUMarae
MOCTIMHOTO 1 peTEeTHLHOTO TIJIaHyBaHHS.

MJIAHYUTE BUACHO

Byke 3 paHHBOrO AWTHMHCTBA JIKapi, BYMTEN Ta OATHKM MOBHMHHI 3aJIy4aTH Bac 10 NPUNHHSATTS
MEIUYHUX PIlIeHb Ta IUIaHyBaHHA MaiOyTHboro. Yacto mepexim 0 IJOPOCIOro >KUTTS
NOB'A3aHUHN 3 HEOOXIHICTIO 3MIHUTH (haxXiBIIiB, K1 CIIOCTEPIrajy Bac paHille.
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Bu 1 Bama ciMm's moBWHHI mo4yaTH OOMIPKOBYBATH IUIAH NEPEXOAY BiI AUTAYMX JIKApPIiB 0
CICLIATICTIB 3 HEPBOBO-M'S30BUX 3aXBOPIOBAHb y JOPOCIUX A0 12-TH POKIB, 3 MOAATIBIIAM
00roBOpeHHAM Nepexoay 1 ianyBaHHs B Billi 13 abo 14 pokis.

e [Inan moBWHEH BKIIIOYATH B ceOe HEOOX1AH1 BUIU TIOCIIYT, X BUKOHABIIIB 1 JpKepera
¢biHaHCYBaHHS.

e [Inan mepexoy MOBHHEH I'PYHTYBATUCS Ha BallIUX NOTpebax, MobdakaHHIX Ta IIHHOCTSX,
K1 € BAKJIMBUMH IS Bac 1 BalIoi poJuHHu.

e Bam nnan noBUHEH BKJIIOYATH B ceOe BAXKIIMBI IS BaC pe3yJIbTaTH y YOTUPHOX cepax:
ocBiTa 1 poboTa (YUM BU XOU€Te 3aiiMaTHUCs ), CAMOCTIHHE KUTTA (1€ BU XOUYETE KUTH 13
KHM), 3I0POB'Sl (OCOOHCTI MPIOPUTETH) Ta CYCHIIbHE KHUTTS (SIK OpaTH y4acTh y
CYCIIUIBHOMY Ta CHUIKYBATUCS 3 JIPY3SIMH ).

o diHaHCOBE IUTAHYBAHHS Ma€ MepeadavaTy CKIIaIaHHs TOBIOCTPOKOBOTO (hiHAHCOBOT'O
IUIaHYy.

e OpunuyHe naHyBaHHS NOTPIOHE HA MOMEHT, KOJIU BaM BUNOBHUTHCA 18 pokis. Lle
MJIaHYBaHHS MOKE BIIPI3HATHCS B 3JICKHOCTI BiJl KpaiHH MPOKUBaHHA. MOXKHA TaKOX
CKOPHCTATHCS MTOPaIaMHU MICLIEBUX IHIIATUBHUX TPYII.

KOOPAUHAIISA JOITIOMOT'Y (MAJIFOHOK 15)

Jlikap-koopauHaTop / MEIUYHUN KOHCYJIBTAHT / COLIQJIBHHWI TpAIIBHUK OYIyTh CIYKUTH
TOJIOBHUM JpKepenioM iH(opmarii mpo Buau Tepamii 1 gornsay ans moaunud 3 M. Jlikap-
KOOPJMHATOP TOCTIPUsiE B3a€MOIii MK rpymnoro norisay, HMII, ciM'ero Tta cycninbcTBoM. Bin
TaKOX IiAKaXe, K1 ICHYIOTh MUIBIH, 1 IOMOMOXE 3 TpHUI0aHHIM HEOOX1JHOTO 00JaHaHHA. 3a
BIICYTHOCT1 JIiKaps-KOOpAMHATOpa abo COLIAThbHOTO TpalliBHUKA JOOTJSA MOXE CTaTH
0€3CHCTeMHHUM, PEKOMEH/IAIIi1 — 3aJTUIIICHUMH 0e3 yBaru, a moTpedu — He3aJOBOJICHIMH.

MEJIUYHA JOIIOMOTI'A

[Inan mepexomy MOBMHEH BKJIIOYaTH B cebe Oe3nepepBHE CIIOCTEPEKEHHS TPYMOI0 TUTIIHX
JiKapiB, TOKK BU HE BCTAHOBHUTE KOHTAKT 3 TPYIOIO JIiKapiB, 110 CHEMIali3yIOThCS Ha JOPOCIHX
namienTax. KoopamHaTop mepexoay TOBHHEH HAJaTH BaM CHPHSHHA B CaMOCTIHHOMY
YIpaBIiHHI OTPUMAHHSM MEIUYHOI JOIMOMOTH, HAJaHHS HamNpaBleHb 10 MOTPIOHHX
CHeUiaNicTiB Ta MepeKoHaTHCA B iepeadi 0COOMCTOT MEMUHOT KapTKH.

e 3 paHHBOTO BIKY CIIiJI 3a0XOYYyBaTH JUTHHY OpaTw ydacTh B Oecimax Mpo 310poB's, 1 B
KIHIIEBOMY MIJICYMKY (Mi3Hime 14-piuHOro BiKy), 1aBaTH MOXKJIMBICTH BiJIBIyBaTH JIIKapiB
CaMOCTIIHO.

e Konu Br moyHeTe BUSIBJIATH 3aIlIKaBJICHICTh 1 37JaTHICTh BiJICTOIOBATH CBOi IHTEPECH Y TOMY,
1110 CTOCYETHCSI OTPUMAHHS MEIUYHOT IOTIOMOTH, TO BU TOTOBI IOYATH TepeXiJl BiJ CIMEHHO-
OpIEHTOBAHOT MEIIaTPHYHOT IOIIOMOTH JI0 OPIEHTOBAHOI HA IMAIli€EHTa B3a€MO/III.

e [OHakiB, SKi PO3MOYMHAIOTH JOPOCIE JKHUTTA, YacTO XBUJIOIOTH JENIKaTHI MHUTAaHHS,
MOB'A3aHI 3 AMCKOM(pOPTOM, TPUBOTOIO Ta MOUYYTTAM posryOseHocti. Taki muTaHHS CIifg
o0roBoproBaTH 0Oe3mocepeHbO 31 cHerianicTaMyd BiANOBIAHOrO mpoduito. ko Bu
00roBOpIOBaTHUMETE 111 TEMHU BIIKPUTO 3 BAILIOK I'PYIO0 JIOTJISIAY, 1I€ TaCTh 3MOTY BallUM
JmiKapsM BU3HAYUTH, SKOrO caMme JOAAaTKOBOro Joryisiny abo oOCIyroByBaHHS BH
norpedyere.

e 3apxau OOrOBOpIOWMTE 3 BAalIOK TPYMOIO JOIJAAY BJIACHI LIHHOCTI 1 MepeBaru B IUIaHI
310poB'a. bareku Ta Jikapi JOMOMOXYTh 3 IJIAHYBAaHHSIM JIIKYBaJbHO-TIPO(UTAKTUYHUX
3aX01B, KOJIM BU IMOYHETE PO3TIISAIATH BapiaHTU OTPUMAHHS KUTTEBO HEOOX1THOT MEAMIHOL
JIOTIOMOT'H TIPHU TIEPEXO/Ii B I0POCIIE KUTTS.
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OCBITA, ITIPO®ECIA I 3AMHATICTH
Ha ocobnuBy yBary 3aciyroBye MiaHyBaHHS HaBYaHHsS 1 HaOyTTs mpodecii micns 3aKiHYeHHS

cepeauboi mKonu. CHiBpoOITHUKM LIKOMHM, (axiBLi-MPOPKOHCYIbTAHTH 1 JIKapl MOBUHHI
JIOTIOMOTTH 3 BHOOpOM HampsMKy. He koskeH BHOMpae MpoIOBXKYBaTH HaBYAHHS ITICIIS MIKOJH,
TOMY TMporpama HI0JIEHHOI 3aiHSITOCTI MOBUHHA OYTH Opi€HTOBaHa Ha Balll LIl 1 OaxaHHS 1
MMOBHHHA TPYHTYBATHUCS HA BAIllUX CHJIBHUX CTOPOHAX 1 TaJaHTaX.

e OOroBopeHHs MOAAJBINOT OCBITH Ma€ MPOBOJUTHCS SIK MIHIMYM IOPIYHO, TOYMHAI0YH 3 13
POKIB, 1 BKJIFOUATH OLIIHKY BaIllUX OCOOMCTHX CHJIBHUX CTOPIH Ta IHTEpECiB, 3 ypaxyBaHHSAM
BaIlIUX MOTPEO Ta MUTEH.

e HeoOximHO CKIacTH TUIaH, y sSIkoMy Oyze 3a0e3neueHo OajlaHC MK BalllUMHU MEIUYHUMU
norpebamMM, 4YacoMm Ui BIINOYMHKY Ta MPAKTUYHUMH THUTAaHHSIMH, TOB'S3aHUMH 3
Bi/IBITlyBaHHSIM IIKOJIM, BUMOT'aMH JI0 HABYAJILHOT'O MPOIIECY Ta POOOTOIO.

e (i BU3HAYUTH PECYPCH IS OTPUMAHHS JTOCTYITY 10 HEOOXIJHOrO BaM OOJIaJHAHHS Ta
TEXHOJIOT1H, a TAKOX CITOCOOU TIepeCcyBaHHSI.

e Bkpaii BaxinBo, 1mo00 BaMm OyJi0 HaJaHO MOXIHUBICTH BECTH MNPOJYKTHUBHE, IUIITHE Ta
MOBHOI[IHHE JKUTTS BiAMIOBITHO 10 BAIIUX MOXKJIMBOCTEH.

KHUTJOBI YMOBHU TA TOITOMOT'A Y CAMOOBCJIYTOBYBAHHI

[Tpu mepexofii 10 JOPOCIOro KUTTS BU3HAUTE Oa’kaHUM I Bac piIBEHb CAMOCTIMHOCTI, a TaKOX
BUJM PECYPCIB Ta MIATPUMKH, SIKI MOXKYTh BaM 3HaJOOMTHUCA Ul 3a0€31e4YEeHHsI ONTHMAaIbHOIO
PIBHSL CaMOCTIMHOCTI. Y MOJOALIOMY Billi IIIOJIEHHY JAONOMOI'Y BaM HaJa€ ciM's, Ta 3 BIKOM s
Bac Oy/e NpUAHATHILIE 3aTyYUTH CTOPOHHINH OOCIYroBYIOUMH MEpCcOoHan. ACUCTEHTH Yy ILIKOJI
JIOLIOMOKYTh 3 TIrl€HOI0, MPUMOMOM 1K1, EPECyBaHHAM Ta OCHOBHUM MEIUYHUM JAOTJISIOM.
JlieH30BaH1 areHTCTBa HAJOMHOIO OOCIYrOBYBaHHS HAJalOTh IMIOCIYTH, 3a0e3neuyroun
ckmafHimi morpebu. Jli3HaiiTecs y Bamoi Trpynd AOTJSiAY HPO JOCTYMHI TMOCITYrH Ui
JUTEH/MOPOCIINX Y Balllii KpaiHi.

3 orysAy Ha CKIAAHY M 4acTO HEBMOPSIKOBAHY CUCTEMY JOTIOMOTH JIIOJISIM 3 IHBAJITHICTIO, BaM
MOJKE 3HAJ0OUTHUCS KOHCYJIbTYBAaHHS 3 NMUTaHb (piHAHCIB Ta MpaB Ha OTPUMAHHs HUIbr. ['pyma
JOTJISIY, ¥ OCOOJMBO COIIaJIbHI MPAIIBHUKH, 3MOXKYTh HaJlaTH BaM iHGOpMAIiI0 MpO HasBHI y
Ballliid KpaiHi MporpamMu COLIANBHOT MIATPUMKH. 3 UM MUTAHHIM MOXKHA TAKOX 3BEPHYTHCS IO
00'eTHaHHA NAIli€EHTIB 00 KOHCYBTAIIITHOTO IIEHTPY.

SIko Bu 0askaeTe KUTH CAMOCTIIHO, PO3IJVISIHbTE HACTYIHI BapiaHTH !

e Miciem Bamoro NpoKUBaHHs Moxe OyTH OyJUHOK Bamoi ¢iM'i, CTYA€HTCHKUI T'YPTOKUTOK
IiJ]] YaC HaBYaHHS, CIMEMHHI a00 CreniaabHUi IHTEpHAT, a00 OYIMHOK/KBApTUPA 3 CyC1IOM
1o KiMHaTi a00 0e3 HBOrO;

e 3 MeTor 3a0e3MeueHHs JOCTYITHOTO CepPEIOBUINA, Ball OYAMHOK Mae 3a3HATH TMEBHUX 3MiH
(mpokoHCYNbTYHTECS 3 (axXiBIIMU 3 MPUBOJY BaIlMX IPaB, Jpkepes (piHAaHCYBaHHS Ta BUJIIB
JOMOMDKHOro oOnagHaHHsA). MOXyTh HaJaBaTHCS IPAHTH Ha NpUAOaHHS OOJaJHAHHS JUIS
oci0 3 iHBamigHICTIO Ta iHII BUAM Aonomoru. JlokmagHa iHQopmaris — 3a TOCHIAHHSIM
https://www.musculardystrophyuk.org/;

e Bu Moxere notpeOyBaTH JONMOMOIM y caMOOOCIYrOBYBaHHI Ta 3/1HCHEHHI MOBCIKICHHOI
TSTEHOCTI (OCOOMCTI TIaTHI KOHCYJIBTAHTH, MATPOHAXKHI CIYXOH, JOCTYIMHICTh Ha/JaBaviB
MoCNyT, JpKepena (iHaHCYyBaHHS, KEPIBHUIITBO TATPOHAXHUMH CIykbamm Ta iX
MIArOTOBKA).
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KOPUCTYBAHHSA TPAHCIIOPTOM

[Ipobaemu 3 KOPUCTYBAaHHSIM TPAHCIIOPTOM MOXXYTh HETaTUBHO II03HAUMTHUCS Ha Ballii
CaMOCTIHHOCTI, OTpPUMaHHI Mpodecii i 0CBITH Ta y4yacTi y CycHiabHOMY XHUTTi. PaxiBIli 3 Bamoi
IpYIH JOIJISly MMOBUHHI OOrOBOPUTH 3 BaMH JIOCTYIHI BapiaHTU O€3MEUHOro MEpecyBaHHA, Y
TOMY YHCII:

e CawmocTiiiHe YIIpaBJIiHHS CIICHiaTbHO MEPeodIaHAHINM TPAHCIIOPTHUM 3aCO00M;
e [lepeoOmagHanHs CIMEMHUX TPAHCIIOPTHUX 3aCO01B;
e BukopucTaHHs rpoMaJICbKOro TPAHCIIOPTY.

OCOBUCTI CTOCYHKH

e JlpyxHi 3B'SI3KH € HEOOX1IHOIO YMOBOIO BAILIOI'0 3/{0OPOB's, OJIAromnonyyyst i AKOCT1 KHUTTS.

e [HOAI BCTAaHOBIEGHHS OCOOMCTHX 3BSI3KIB 1 3allydeHHs JI0 CYCIIUIBHOTO IKUTTS
BiZIOYBa€ThCS MEHII MPUPOAHO 1 BUMArae 3HAYHUX 3ycHib. IcHye Oe3niu 00'eqHaHb
HJUTITKIB 1 IOPOCTUX 3 M'130BOI0 AUCTpodieto JlromieHa - iX MOXKHa 3HAWTH, 3B'S3aBIINCH
3 BEJIMKUMH IHIIaTUBHUMHU OpTaHi3allisMu. Bail corfiaibHu pariiBHUK, MOXKIIUBO, TEX
Mae€ TepesTiK COIIaIbHUX TPYI, Y IKMX B MOXKETe OYTH 3aIliKaBJICHI.

e PomaHTHUHI, IHTUMHI CTOCYHKHU Ta CEKCYaJbHICTh € MPIOPUTETHUMH TeMaMH y 0araTbox
xBopux Ha MJIJI. TlocrapaiiTecs modatu 1i po3MOBH Ha TEMY CTOCYHKIB, MOOayeHb,
CEKCyanbHOI OpieHTaIii Ta nUTo0y 3 OMM3BKUM ApyroM abo JOBIpEHUM YJICHOM CiM'i.
MOoXIIMBO, BOHHM MiJKaXYTh, K YHHUKHYTH TMEPEIIKOJ Yy PO3BUTKY B3a€EMHUH 1 CTaTH
AaKTHBHUM YYaCHUKOM TPOMAJICBKOT'O JKUTTS. becima 3 kuM-HeOyap 3 TPyMU IOTIISATY
TaKOX MOXK€ OyTH KOPUCHOIO.

e [lix yac yeproBoro aMOynaTopHOro npuiioMy abo OTJISAIB Yy CIielianicTa, y Bamlii rpyrmi
JIOTJISITy TIOBUHHA OYTH JIFOAWHA, s KO BaM 3py4HO Oyne OoOroBOprOBaTH IHUTAHHS
mactypOallii, cTaTeBUX CTOCYHKIB 3 MapTHEPOM, HAPOKEHHS Ta BUXOBAHHS IiTeH Ta
iHII ocoOucTi TeMu. SIKIO Bam 1 BamoMmy MapTHEPOBI HEOOXigHA Mopaja, CrpoOyiTe
3BEpHYTHCS JI0 CIMEHOT0 KOHCYJIhTaHTa a00 TepareBTa.



ITociOHuK 11 ciMel

CToCyHKH 3 IHIIMMH

» Po3BUBaiiTe HABUYKHU
CIUIKYBaHHS JJIs1 BUPIIIICHHS
BJIACHUX Ipo0IeM (yq9acTs y
3ax0/1ax, IHJUBIyallbHI 3yCTpidi)
* [IpamtoiiTe A1 AOCATHEHHS
0Oa’kaHOTO PiBHS CAMOCTIHHOCTI Ta
HE3aJIKHOCTI

KurtnoBi ymoBu

* Bupimrite, e BH XO4€Te KUTH
(OymuHOK Bamoi ciM'l 9uu IeiHzae)

* Bukonaiite nepeoOyaiHaHHs ISt
3a0e3meueHHs 0e3MeYHOCT Ta
JIOCTYITHOCTI CepeIOBHIIA

* BukopucroByliTe AOMOMIXKHI
TEXHOJIOTIT
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Ocgira i po6ora

 PaHHe mTaHyBaHHSA MaiOyTHBOI
mpodecii

» HaBuanHs depe3 iHTEepHET 200
OYHE

* Jli3HaiTecs Mpo MporpaMu O4YHOTO
HaBYaHHS [UIS CTYJCHTIB 3
00MEXEHUMHU MOJKIIMBOCTSIMA

» Cxopucraiirecs
npoopieHTaiHIMU pecypcaMu

MoJioga
JIOAMHA 3

MIA

Tpancnopt

* HaBuiTbcsl caMOCTIHHO KepyBaTH
CIeHiaTbHO Mepeo0TaTHaHIM
aBTOMOOLIEM

* [TepeoOnamHaiiTe aBTOMOO1IIH
BaIIoi ciM'i

* BuBuiTh JOCTYIHI BapiaHTH
KOPHCTYBaHHS TPOMaJICEKAM
TPaHCIIOPTOM

IloBcsIKaeHHA OiAJIBHICTE
« [Ilykaiite mxepena GpiHaHCYBaHHS 115
3a0€3MCUCHHS TOBCSIKICHHOT
JUSTILHOCTI

 HaiimaiiTe Ta HaBYalTe MepCOHA
MATPOHAXKHOI CITYKOU

* [IepekoHaiiTecs, MO y WICHIB BalIOi
ciM'T € 9ac A7 BIIOYHHKY

* [Togymaiite mpo HEOOXimHICTH
OIKYHCTBa

Menuvna 10nomora

* [lepexin Big muTssamx 10 "Hopociux"
JKapiB-CIIeIiaicTiB

* [Iepexin Bix ciMEHO-OpPiEHTOBAHOT
JI0 OPIEHTOBAHO1 Ha MAIiEHTa B3a€MO]
3 METUKaMU

* JlisHaiTecs PO BUIHU MIBT IS
PI3HHX BIKOBHMX KaTeropiit

* [Tomymaiite nmpo HEOOXiHICTH
0(OpMIIEHHST TOBrOCTPOKOBOI
JIOBIPEHOCTI Ha HAJAHHSI MEOUYHO1
JIOIIOMOTH

Manrwonox 15. Illo éapmo 63amu 00 yeazu nio uac nepexooy 00 00pocio20 HCUumms
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