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i ncuxonorii iMeHi Mukonu ApmayeHka
HaujioHanbHOT akagemii negaroriyHmx
HayK YkpaiHn

MoctaHoBKa npoGnemu

Burnaai. B YkpaiHi OCTaHHIMM poKamu 3Ha4yHO
3p0OCTa€E 4YWUC/I0 PISHOMAHITHUX 3@ CTPYKTYpOlo,
Hanpsmamu Ta popmamMy poboTu LEHTpIB, 3aka-
[iB coliasnbHOro 06C/yroByBaHHA CciM'i Ta AiTel,
rpoOMaCbKnX opraHisauiii, Wo cnpsiMOBYOThb Aisi/b-
HICTb Ha HajaHHA pPi3HUX BUAIB AoNOMOrn Ta nig-
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Y cmammi sucsim/ieHo npobsiemy ocobsusoc-
mel niompumMKu poduH dimeli paHHLO20 BiKy
i3 cuHdpomom [ayHa, Wo npusepmae Be/uKy
yBagy OOC/OHUKIB pPI3HUX KpaiH. AKyeHmo-
BaHO yBaz2y Ha momy, Wo 8 YKpaiHi ocmaHHimMu
poOKaMu 3Ha4YHO 3POCMAE YUC/IO PI3HOMaHIM-
HUX 3a CmpyKmyporo, Hanpsmamu ma ¢op-
Mamu pobomu yeHmpis, 3akiadis coyjia/ibHo20
06cs1y208yBaHHS ciMT ma dimell, 2pomMadCcbKux
opaaHizauiti, wo cnpsmMosytoms Oisi/IbHICMb
Ha HadaHHsi pi3HUX BudiB dorlomMoz2u ma rio-
mpumKku  9imsiM 3 OCOB/IUBUMU  OCBIMHIMU
rnompebamu ma IxHiM cim’am. 3asguyal maka
doriomoza HadaembCs 3a 3anumoM 6ambkKis,
3HaYHO Mi3HiWe nic/1s HaPOKEHHST QUMUHU, Y
PaHHLOMy OOWKI/IbHOMY Bili. BoOHoYac cim’, y
SIKUX Hapoousiacsi OUMUHa i3 CuHOpoMom JayHa,
rompe6yromsb AoroMo2u BXe 3 Nepuwiux 200UH y
10/102080My 6YOUHKY, HE3BaXKar04U Ha BCMaHOB-
J1eHull yu HescmaHos/eHul MeduqHuUll diagHo3.
3 Memoro Bus4eHHs ocobausocmedl MompuMKU
pOOuH dimell paHHL020 BIiKYy 3 CUHOPOMOM
JlayHa chaxigysmu i3 ducna pisHOMaHImHUX
3a CmpyKmypoto, Harpsmamu ma ghopmamu
pobomu  yeHmpis, 3akniadis  couyia/lbHo20
06c/1y208yBaHHST CiM'T ma dimell, 2poMaodCbKux
opeaHizayiti, Wwo crpsimosyroms OisiibHICMb Ha
HaoaHHs1 pi3HUX sudis doromoau ma MmompuMKu
dimam 3 0cobauBUMU OCBIMHIMU riompebamu
ma IXHiM CiM’siM, HaMu po3po6/IeHo onumysasib-
HUK | nposedeHo ghokyc-epynu 3 bambKamu.
BusiarieHo, wjo 6iibwicme 6amekis He ycsiooM-
JIO0Mb  KOHKPEMHUX repewkoo, omxe, i He
3MOXYMb IX yHUKAMU Yu 06xo0umu, wob cripu-
smu OisiakHocmi dimell. BusisneHa cBOepioHa
ducmaHuyisi 6ambkis Wooo yyacmi 8 NiOMpUMUj,
wo Moxe 6ymu Hac/liokoM mpaduyitiHOT 38UHKU
chaxisyis wodo camocmiliHo2o niaHysaHHs U
BEOEHHST 3aHsimmsi, iHmeprnpemysaHHs U oyj-
HIOBaHHST pesy/ibmamig 6e3 yyacmi 6ambKis.
Idembcsi He auwe npo nocmarosky yined, a U
rpo yknadaHHs Nopsioky nesHux Oid.
YcmaHogneHo, Wo 6ambku Maromb XUGHI ysi8-
JIEHHSI MPO W/IAXU Ma 3acobu 3abe3reqeHHst
ocobsusux nompe6 dimed i3 cuHopomom JayHa,
Wo Moxe Br/iusamu i Ha siKicmb paHHbOI 1io-
mpumMKu poduH oimeli i3 cuHopomom JayHa 075
IXHbOI ModasIbLLIOT ydacmi U akmusHoCMI.
KntouoBi cnoBa: paHHili sik, cuHopomom [ayHa,
0cob/1usi nompe6u, Mompumka.

The article focuses on the problems of early
support for families of children with Down syn-
drome, which is one of the topical issues of
special pedagogy and psychology and attracts
great attention of researchers from different
countries. In Ukraine, the number of different

3arajsibHomy

centers, structures and forms of work of centers,
social services for families and children, pub-
lic organizations, which focus their activities on
providing various types of assistance and sup-
port to children with special educational needs
and their families, is growing significantly. Usu-
ally, such assistance is provided at the request
of parents, much later after the child is born, at
an early preschool age. However, there are fami-
lies who, even be fore the birth of a child (or from
the first hours in labor), need support, given the
established medical diagnosis. Such a diagnose
is could be Down Syndrome.

The purpose of the article is to study the peculiar-
ities of organizing support by specialists from the
various structure, directions and forms of work of
centers, social services for families and children,
public organizations that direct activities to pro-
vide various types of assistance and support to
children with special educational needs and their
families. | eat. A list of questions was developed
to identify the specifics of the article and a focus
group was setup with parents raising children
with Down syndrome. We found that most par-
ents were unable to address the special needs
of their own children. This indicates that they are
not aware of the specific obstacles, and there
fore will not be able to avoid or circumvent them
to facilitate children’s participation and activity.
According to the results of the survey, parents
believe that the implementation of pedagogical
support should be the responsibility of a special-
ist in special classes. The peculiar distance of
the parents can be the result of the traditional
habit of specialists in independent planning and
conducting classes, interpreting and evaluat-
ing the results without parental involvement.
Planning here means not only setting goals,
but also ordering certain actions. In this way,
responsibility or responsibility for the child is
divided or delegated, based on the professional
or non-professional nature of the participants.
However, researchers note working with par-
ents as a basis for supporting a family with a
child with Down syndrome, the importance of
parental sensitivity and child adoption. For the
development of the child it is necessary to be in
a constant dialogue, to support the child’s desire
for learning, games, which are the first steps to
activity and participation. Thus, the survey found
that parents have misconceptions about ways
and means of meeting the special needs of chil-
dren with Down Syndrome. This can also affect
the organization of support for children with spe-
cial educational needs and their families.

Key words: early age, Down syndrome, special
needs, support.

TPUMKM OiTSAM 3 0COG/IMBUMUM OCBITHIMM NOTpebamu
Ta ixHiM ciM’ssM. 3asBu4yail Taka gonomora Haja-
€TbCA 3a 3annToM 6aTbkiB, 3HAYHO Mi3HiWe nicns
HapPOMKEHHA AUTWHW, Y PaHHbOMY [OLIKISIbHOMY
BiLi. BogHoyac € ciM'l, AKi We 00 HapomKeHHSA
ONTUHU (@60 BXe 3 MepLlunX roAnH y NosIoroBomy)
noTpebyoTb MNiATPUMKK, 3BaXKaluum Ha BCTaHOB-
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NeHnii meanyHnin aiarHo3. Takum fAiarHO30M MOXe
OyTW HaABHICTb CUHApPOMY [ayHa.

AHania ocTaHHiX pocnimkeHb i nyo6nikayin.
MpuiAHATTA hakTy HasBHOCTI cuHapomy [ayHa B
OWTVHW € HEnpoCTUM i HeNerknum npoLecoM, SKuiA
3a3Buyali He BigOyBaeTbCA Bigpasy. HaykoBLi 3a3Ha-
yaloTb, WO ANs 6aTbKiB «MPUAHATU» — LI 4acTo
O3Ha4ae 3iTKHYTUCS 3 60/1I0UMMM BIAYYTTSMUA | nepe-
XUBaHHAMU. Ane came NPUIAHATTA [L03BOMISE 34iN-
CHIOBaTWM afekeaTHi pAii, cnpsimoBaHi Ha 3abe3ne-
YeHHA NIATPUMKM B PO3BUTKY Ta couianisavii UTUHN
(M. NiciHa, T. Kykypy3a, K. OcTpoBcbka, I. Cokonosa,
M. Bruder, R. Darling Ta iHwWi). 3a KOpAOHOM 3pOC-
Ta€ KiNbKICTb i PiI3HOMaAHITHICTL Nporpam i3 paHHbLOro
BTPYYaHHs, SKi MPONOHYIOTb HW3KY MOCAYr y Bigno-
BiAb Ha pi3Hi NOTPEOW POAVH, L0 BUXOBYIOTb AiTEN
i3 cuHgpomom fayHa [3; 6; 10]. Taki nporpamu cnpsi-
MOBaHi Ha 3abe3neyeHHs1 iHhopmaLiiiHOi, emoL,ili-
HOI NIATPUMKM | 3B'A3KIB MK Pi3HUMMK yCTaHOBaMW.
BogHouyac BOHU CNpsiMOBaHi Ha akTUBHE 3asly4yeHHs
OTOYEHHS AUTWMHKM, MOB'A3aHi 3 MOro aganTauieto
(M. >XusaHosa, . Kykypy3a, I MeaBegesa, |. MNaciy-
HuK, G. King, D. Strachan, M. Tucker Ta iHLi).

BugineHHsa He BupilleHUX paHiwe 4acTuH
3arajsibHOi Npo6nemun. OCTaHHIMWU pOKaMu B Haluiii
KpaiHi HabyBalOTb MOLUMPEHHS MporpamMmu PaHHbLOro
BTpyYaHHsl. Mogenb paHHbOro BTPY4YaHHA abo Ti
e1eMeHTUN 3anpoBaKeHi B pob0Ty KiflbKOX LEeHTpIB/
opraHizauin B YkpaiHi. MpoBigHMMn ycTaHoBamu, siki
HalibiNbll MOCNIAOBHO BTI/IOIOTE MOLENb PaHHLOIO
BTpyYaHHsl, € BnarogiiiHnii oHa «IHCTUTYT paH-
HbOrO BTPy4YaHHsi» Ta LIeHTp paHHbOro BTpyYaHHS
(M. XapkiB). OdiuiiiHO Mporpama paHHbOrO BTPY-
YyaHHA icHye B HaBuasibHO-peabiniTauiiHomy LeHTpI
«[xepeno» y J1bBOBi.

loes NoLMpPEHHsT NporpaM paHHbLOro BTPYYaHHS
oTpumana ypagosy nigTpumky. Iy 2017 p. MiX ypsaom
YKpaiHU i HU3KOH YKPaTHCLKUX TPOMaCbKNX opraHisa-
Ui Ta AOHOPCLKNX CTPYKTYP YKNageHO MeMopaHayMm
npo HauioHanbHy NNaTopMy paHHbLOro BTPYYaHHS.
Hesgaxatoun Ha npoBepeHi pgocnimpkeHHs (I Kyky-
py3a, M. KponiBHuupka, A. KpaBuosa, H. MixaHoB-
CbKa i iHWI), HeAOCTaTHLO BMBYEHWI AOCBIA Pi3HO-
MaHITHMX 3a CTPYKTYpOlo, Hanpsmamu Ta chopMmamm
po60oTM UEHTPIB 4M 3aknagie, WO CNpPSAMOBYIOTb
OISINbHICTb Ha HafaHHS pi3HUX BUAIB AOMNOMOrM Ta
NigTPYMKN LiTAM PaHHbOrO BiKy 3 0CO6/1MBUMMW OCBIT-
HiMK NoTpeb6amu Ta IXHIM CiM’'aM.

MeTa ctartTi —BMBYEHHSA 0COOGNNBOCTEN NiATPUMKM
poavH AiTeil paHHLOro BiKy i3 cuHApomoM [ayHa
haxiBusAMM i3 uncna pPisHOMaHITHUX 3a CTPYKTYpOHo,
HanpsAMamy Ta hopmamn poboTu LEHTPIB, 3aKnagis
couiasibHOro 06cnyroByBaHHA CiM'l Ta fiTeld, rpomaga-
CbKMX OpraHisauiil, Wo CnpsiMOBYOTb LiS/IbHICTL Ha
HaJaHHA Pi3HUX BUAIB AONOMOrM Ta MNiATPUMKN LiTAM
3 0COO/IMBUMM OCBITHIMI NOTPEGAMK Ta IXHIM CiM’sIM.

Buknag ocHOBHOro Matepiany. [1/19 BUSBIEHHSA
O3HAYeHNX y MEeTI CTaTTi 0cob6nMBOCTEN PO3p06IEHO

nepenik 3anntaHb Ta NpoBeaeHi PoKyc-rpynu 3 6aTb-
Kamu, LLO BMXOBYHOTb AiTei paHHbOrO BiKY i3 CUHAPO-
MoMm [fayHa (gani — CL1).

3anuTaHHA rpynyBanncs 3a Kinbkoma 6nokamu,
Lo 6ynKn cnpsiMOBaHi Ha BUSIB/IEHHS YsB/IEHHSA 6aTb-
KiB npo:

— opraHisaujiiHo-haxoBe 3abe3neyeHHs npouecy
po3BUTKY aiTeli i3 C[;

— BUSIB/IEHHSA Ta 3a/10BOJIEHHS 0CO6/IMBUX NOTPE6
aiten i3 CL;

— peanizayjito negaroriyHoi NiATPUMKK Nif Yac pos-
BUTKY Ta NEPCNEKTNB HaBYaHHSA TOLLO.

PesynbTtatn aHanisy nposefeHuX hokyc-rpyn qoik-
CyBa/IUCb Y BiANOBIAHOMY MPOTOKO/II.

Pesynbtatn JOCNIMKEHHA BKasylTb Ha Te, L0
B 6iNbLUOCTI 3aKNafis, y ski 38epTaloTbCA POAUHN, L0
MaloTb MasllokiB i3 cuHagpomom [ayHa (6ynu 3asHa-
YeHi MefMWuyHi 3aKnaju, iHKIH3MBHO-PECYPCHI LieH-
TPW, LLEHTPU PaHHLOTO PO3BUTKY, HABYa/IbLHO-peabisi-
TaUiiHi LeHTpX Towo), Hemae dhaxiBusl, SIKMA MOXe
HafaTu BMYepnHy iHhopmaLiliHy NiagTPUMKY 6aTbkam
Ta 3a6e3MneynT NPoLEC PO3BUTKY TakuUX AiTen Bigno-
BiJHO [0 BUSIBNEHUX NOTPEO.

Yci onuTaHi Big3HauMK, WO BOIOAITL iHhopma-
L€l Mpo 0CcO6MMBOCTI PO3BUTKY i 0COG/IMBI OCBITHI
noTpebu cBOiX AiTeil 3 iHTepHeT-mxepen. [pote
GinbwicTb Mae notpeby B Ao0AaTKoBIl iHhopmauil
Ta KOHCY/IbTYBaHHi. baTtbkiB TypOyoTb Taki NUTaHHS:
KO AMTUHA 6yAe B AOLLKIIbHOMY Bili; UM 3MOXe
rOBOPUTU Ta HaBYAaTMCA Y LLKOAI; Ky OCBITY 3400yae;
o Ti yekae B [OPOC/IOMY XMUTTi, YA 3MOXe npaito-
BaTu TOoWO. SAK 6Gaunmo, NPURHATTA hakTy HasB-
HOCTi B AMTWHU CUHAPOMY [layHa He fae MOX/IMBOCTI
oApasy NpuUiAiHATA BCi OCOBGMMBOCTI pa3 i HasaBxXAau.
BaTbky MOXyYTb 3HOBY NepexuBaru iX y pi3Hi nepiogn
JopocriwaHHa AMTUHW Ta Nifg, Yac 3ycTpidi 3 pisHUMM
coujasibHUMM IHCTUTYTaMn 4n obctaBnHamu. Lie Bka-
3y€e Ha Te, WO iM Bax/vMBa NIATPUMKA Y MPUAHATTI
TOro goakTy, KO ANTMHA He CTaHe, i TOro, SIKOoK BOHa
€. BaxMBo 3po3ymiTu, SKi pecypcu € B HassBHOCTI Ta
SKi NOTPIGHI, W06 OCUNUTKN CUTyaL,ito.

Xoua BCi 6aTbkM 3a3HaumMau, WO BOJOAIKTb
iHdbopMmalieto Npo 0co6ANBOCTI PO3BUTKY i OCOBMUBI
OCBITHI noTpe6wu Aaiteli i3 cuHapomom JayHa, 6inb-
WICTb i3 HUX He 3MOr/IM Ha3BaTW OCOOMUBI OCBITHI
notpedu BnacHux Aiten. Le ceiguntb Npo Te, WO
BOHW He YCBIAOMJIIONOTL IHAUBIAYa/TbHUX MOX/IMBOC-
TeW i iIMOBIPHNX NepeLUKoS, OTXe, He 3MOXYTb 1X YHU-
KaTn ym 06xoamTn, Wwob CnpuaTy AiSfbHOCTI AiTei.

BkaszaHi ocobnmBi NOTPebyn MOXHa PO3LiNNTU Ha
[OBi OCHOBHI rpynu. Tak, 6ibLUICTb 6aTbKiB NOB’SI3YH0Tb
notpe6ém 3 BU3HaUYeHHAM nNpobnemM UTUHU, DOKYCYto-
YUCb B OCHOBHOMY Ha onuci nopyeHb. OgHaK SKnum
61 fgoknagHMM He GyB OMMC NOPYLUEHHS, BiH HE Mic-
TUB iHWI YMHHUKK, SIKi CYTTEBO BMIMBAOTb Ha SAKICTb
XWUTTS | PO3BUTOK AUTUHU. A ue — ii iHanBigyanbHWiA
noTeHUias, iHTEPecKH, OTOYEHHS | CiMeliHa cuTyaujs,
CYMNyTHI COMaTWYHi 3axXBOPKBaHHA I iHWe. [pyra
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rpyna 6atbkiB BiALTOBXYOTbCS Bif CEHCOPHMWX, MOB-
NEHHEBUX, (Pi3NYHMX OCOBIMBOCTEN PO3BUTKY, BMO-
KPEM/TIOIOTL iX K «3arasibHi» ANns Aitei i3 cuHapo-
MoM [layHa. 3a40BOJIEHHA Taknx NOTPe6 NoB’'sA3yHThb
i3 3acTocyBaHHAM cheuianbHUX nigxoais (Bnpas,
METOZIB, MeTOAMK TOLLO), WO BUKOPUCTOBYIOTLCS
haxiBLAMM Nif vac iHAUBIAYaIbHUX 3aHATL. 3a40B0-
NIEHHs1 0Cco6NUBKX NOTPEO GaTbKM NOB'A3YIOTL 3i 3Mi-
HOIO cepefoBMLLa, TOOTO CTBOPEHHSIM CMeLjiasibHOro
cepefoBuLLa gns PO3BMTKY Ta HaBYaHHA. BogHouac
6aTbkn He po3rnsgann 3MiHU B ICHYHOUOMY OTOYEHHI
ONTVHU 4K cebe K YacTuHu cepeposula. Lle moxe
6e3nocepenbo BNAMBATU Ha AiSSIbHICTb AUTUHM, WO
CbOrofHi € OCHOBHUM Mece[KeM Yy HayKOBWUX O0CHi-
[DKEHHSX WOA0 NIATPUMKMA GUTUHW PaHHBLOTO BiKy Ta
poauHu [1; 5;10].

3a pesynbratamm OnNUTYBaHHSA, 6aTbkM BBaXa-
I0Tb, WO 3a peasi3zauilo negaroriyHol nigTPUMKN
Ma€ BignoBigaTn cneuianbHUn haxiBeup Ha cneuj-
aNlbHUX 3aHATTAX. YacTto 6aTbkym MNOSACHIOWTh, LWO
X0UyTb 3a/yynTn creLljasibHOro dpaxisus A0 3aHATb
i3 OUTKHOM, W06 nepekoHaTucs, Wo «ii NpuiMaroTb
y couiymi (TyT — Yy 3aknagj, Ae NpoxoasiTb 3aHATTA)»,
«BOHa Ma€ 3[aTHICTb A0 HaBYaHHS», «SKe MaiibyTHE
T yekae». To6TO 34e6iNbLIOro BCSA BiANOBiAaIbHICTb
3a PO3BMTOK Ta HaBYaHHSA MOKNaAAa€eTbCA Ha haxis-
LiB, TOAi K 6aTbKu 30CepelkKyroTbCa Ha posi nacus-
HUX crnocTepirayis.

CBoepigHa anctaHuis 6atbkiB MOXe 6yTu Hacnia-
KOM TpaguuiiHOT 3BUYKM paxiBUiB LOA0 CamMo-
CTIiHOTO nNNaHyBaHHA W BELAEHHS 3aHATTH, iHTep-
NpeTyBaHHS 1 OLHIOBaHHA pe3ynbTaTiB 6e3 y4yacTi
6atbkiB. TyT M/iaHyBaHHA O3Hayae He nuwe nocra-
HOBKY Ujifeil, a i yknagaHHa nopsaky NeBHuX Aii.
Y Takuii cnoci6 po3ainseTbca abo AeneryeTbcs Bifd-
MoBiJa/IbHICTb 3@ AUTUHY, CMpaloynch Ha haxosiCTb
4yn HedraxoBiCTb yyacHukiB. BogHouac pocnigHuKu
3a3HavaloTb poboTy 3 GaTbkaMu siK OCHOBY ANA nig-
TPUMKM CIM'T 3 ANTMHOK PaHHLOIO BIKY i3 CUHAPOMOM
[JayHa, BaXnuBICTb 6aTbKiBCbKOI YyT/IMBOCTI Ta npu-
AHATTA OUTUHW. ON8 pO3BUTKY AUTUHW HEOBXigHO
6yTV B NOCTINHOMY Aian03i, NigTpMMyBaTh NparHeHHs
OUTUHW [0 Ni3HaHHS, Tpy, WO i € NepLImMMn Kpokamm
[0 AisnbHOCTI 1 yyacTi [6; 7; 8; 9].

BucHoBku. OTXe, 3a pe3y/ibrataMu OnuTyBaHHSA
BCTAHOB/EHO, L0 6aTbK MalOTb XMOHI yABNEHHS Npo
LWAXM Ta 3acobu 3abesneveHHs 0cobmBrx notTped
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giTeli i3 cnHgpomom [JayHa. Hamitmnacsa i Huska
cynepeyHocTeld y poboTi thaxiBLiB, L0 CIPAMOBYHOTb
CBOHO AiSi/IbHICTb HA HAaAAHHS Pi3HMX BUAIB 40MNOMOrK
Ta NigTPUMKU A4iTAM i3 cuHgpoMoM JayHa Ta TXHiMm
ciMm'sim. ocTae HeOoOXiAHICTb BM3HAYEHHS Ta ['PyH-
TOBHOMO BMBYEHHS LUMAXIB, METOAIB i MPUIOMIB paH-
HbOI NIATPUMKM POAVH AiTel i3 cuHapomom [JayHa.
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