OueHKa ypoBHSI 0CBeAOMJIEHHOCTU cemMen,
BOCNUTbIBaKOLWMX AeTen ¢ cmHapomom PeTtTa, o
anunencuu, a Takke aHannM3 BOCNPUATUA UMU
noaaepXXKu co CTOPOHLI APYrux cemeun

PykoBoanTesn npoexra: Menuca Cenanyp AKTAILI
ITapTHEpSBI NpoekTa:

e Mexmer FOKCEK;
e MUpem Cymeiie CEPUH.

HayuHblii pykoBoauTe/Ib: 10KTOp, npenoaasarens Hepmun EPOIJTY

Yuusepcurer ®enepdaxue, 2016 r.
1. BBegeHue

Cunapom Petta npencraBnsieT co0oi reHeTHYeCKH 00yCIOBIEHHOE HEHPOTEeHHOE
paccTpoicTBO, KOTOPOE NPEUMYIIIECTBEHHO IUAarHOCTUPYETCS Y AEBOYEK.

KiroueBble KIMHUYECKHE IMMPOSABJICHUA 3a00JIeBaHUs BKIIFOYAIOT:

e  3aJep’KKy MOTOPHOT'O Pa3BUTHS;
e  BbIpaXEHHbBIE TPYAHOCTH B KOMMYHUKALIUU U OOIIEHUU;
*  CTEpEOTHUIHBIE (IOBTOPSIOLINECS) IBUKEHUS PYK;

e CYJIOPOXXHBIE COCTOSIHUS (AMMJICITUYECKHE TPUCTYIIBI).

Onutencust ABIsSETCS OHUM U3 HanOoJiee 9acTo BCTPEYAIOLINXCS HEBPOJIOTHUECKUX
OCJIO)KHEHUH y AeTeH, CTpafaroux cuaapoMoM Perra. IIpu aTom xapakrep TeueHus
SIUJIETICUH, €€ TSHKECTh M Peaklysl Ha MPOBOAMMYIO TEPANMIO CYIIECTBEHHO BAPbUPYIOTCA Y
pa3HbIX MALlUCHTOB.

YpoBeHb HHHOPMUPOBAHHOCTH CEMEN O MPUPOAE U OCOOCHHOCTSIX SMUIICTICUN OKa3bIBACT
MpsIMOE BIIUSTHUE Ha!

e KAayecTBO yXoJa 3a peOEHKOM;
e  CHOCOOHOCTH pOAMTENEH U OJIM3KUX ONEPATUBHO U MPaBUIIBHO pearupoBaTh B Cllydae
BO3HUKHOBEHUS CyJIOPOKHBIX ITPUCTYIIOB.

Ba)KHYIO poOJib B obecreyeHnu S(I)Q)GKTI/IBHOFO yxo4da 3a ACTbMU C XPOHHUYCCKUMHA
3a00JIeBaHUSIMU HUI'paroT JBa aClICKTa MOAACPIKKHU:



1. BHyTpucemeiiHas noaaep:ka (CrIo4€HHOCTh CEMbH, SMOIIMOHATbHAS
BOBJICUEHHOCTH BCEX YJICHOB CEMBHU B IIPOLIECC YXO/a).

2. MexkceMeiinas moaaepxKa (OOMEH OMBITOM U MPAKTUYECKUMHU COBETAMHU MEXKTY
CEMBSMH, CTOIKHYBITUMUCS C aHAJIOTUYHOM CUTYyaluei).

Oco0yro 3HAaYMMOCTh MeKCeMelHas OAepKKa TPUOOPETAET B CIIydae PeaKuX
3a00eBaHNi, TAKUX KaK CHHAPOM PeTTa, Korma onsIT Ipyrux ceMeil MOXKeT CTaTh
HEOLEHUMBIM PECYPCOM IS POJUTEICH.

2. MeToabl n noaxoAasbl

Ileas ucciaenoBaHusi: OIICHUTD:

* YpPOBEHb 3HAHUU CEMEM, BOCIIUTHIBAIOIIUX AETEN ¢ CHHAPOMOM Perta, o mpupoze,
CUMITTOMATHKE M METOAaX JICUCHHUS DIHICIICHH,

e  BOCIPUATHUE STUMHU CEMbSIMU MOJJIEPKKHU, OKa3bIBAEMOW CO CTOPOHBI APYTUX CEMEH,
CTOJIKHYBILIMXCS C aHAJJIOTHYHOW CUTYAIUEN.

Tun uccjienoBaHus: onucaTebHOE, ONEPEYHOE (KPOCC-CEKIIMOHHOE) — IIPEIIoJIaraet
cOOp aHHBIX B OIpeIeIEHHBI MOMEHT BpeMeHH ISl POPMHUPOBAHUS «CPe3ay TEKyIIeH
CUTYaIlUH.

KiroueBble ucciie10BaTeIbCKHE BOIIPOCHI:

1. KakoB (hakTnueckuil ypoBEeHb 3HAHHI CEMEH O AMIICTICHU Y JETEH C CHHAPOMOM
Perra?

2. Kak ceMbu BOCIIPHHUMAIOT U OLICHUBAIOT MOIJICPIKKY, MOITYIaEMYIO OT JPYTUX
ceMeﬁ, BOCIIUTBIBAKOIIINX I[CTef/'I C AaHAJIOTUYHBIM I[I/IaFHO?,OM?

1,2,3

MecTo U Bpemsi NPpOBe/IeHUs UCCJIeI0BAHMS:

HccnenoBanue npoBOauIoCh Cpeau ceMel — wieHOB Typelkoi accoluanuu noaaep KK
CeMei, BOCIUTHIBAKOIIMX AETEN ¢ cuHApoMOoM Petta. JlaHHbIE 111 KCCIEA0BAHUS
cobupanuck B Iepuo ¢ anpens rmo mai 2024 rona.

Kpurepun Bk/Il0UeHHS B HcC/le/l0OBaHUe:

e HaJIMuHe B ceMbe pebEHKa ¢ cuHApOMOM Perra;
e  OTCYTCTBHE IPEIMATCTBUNA AJIs OOILEHMS;
e 100pOBOJIBHOE COIJIACHE HA YYACTUE B UCCIIEOBAHUM.

FeHepaJIbHaﬂ COBOKYIIHOCTb U BBIﬁOpKa HCCJICI0BaAHUA:
FeHepanLHyfo COBOKYIIHOCTBb UCCJICAOBAHUA COCTABIAIOT CEMbHU, 3aPETUCTPHUPOBAHHLIC B
acconuyaluu.

e B accommanuu 3apeructpupoano 2 300 cemeii (MaTepu, OTIbI, POACTBEHHUKH H T.
1.).



4,5,6

Jlnia onpesienieHnss HEOOXOMMOT0 KOJIHMUECTBA YYACTHUKOB MCCIIEA0BAHUS ObLT
MPOBEEH aHAIN3 MOIHOCTH (power analysis).

MortHOCTh TecTa Obllla paccyiTaHa ¢ moMolbio nporpammsl G*Power 3.1.
Benmuunna a¢dekra (etki biiylikliigii) 6pua onpenenena cormacHo pabore Kosna
(Cohen, 1988) myst MHOKECTBEHHOTO PETPECCMOHHOTO aHAIN3a M MPUHATA Ha
cpennem yposHe — 0,15.

Jlnia obecriedeHust CTaTUCTHUECKON 3HAYMMOCTH Hcclie1oBaHus (YPOBEHb 3HAUMMOCTH
5%, BemuunHa dpdekra 0,15) Heodxoaumo 6p110 OonpocuTh 107 YesioBeK.

B nccnenoBanuu 1o0poBoSIbHO IPUHSUTH yuacTue 144 yesioBeka.

MeTtoa cOopa TaHHBIX:

JlanHbBIe HiccenoBanus ObLTH coOpaHbl ¢ momotibio Google Forms. Ot 1o0poBoibiieB
TpeOOBaJIOCh IaTh COTJIACHE Ha YYaCTHE B UCCIICAOBAHUH Yepe3 GopMy, IPOIIECC 3aHUMAaI B
cpeaneM 5—10 MUHYT. Y4YacTHUKaM ObLIO MPEIOKEHO JaTh MOJIHBIE OTBETHI Ha BOPOCHI
AHKETBHI.

Taoauna 1. [{u3aiin uccjie1oBaHus

N —

WudopmupoBaHne y4acTHUKOB 00 UCCIICTOBAHHH.

HNudopmupoBanue i1, JOOPOBOJIBHO YYaCTBYIOIINX B HCCIICIOBAHNH, U TIOJTy4YCHNE
UX COrJIacus.

3anonHeHue aHkeT (popma ¢ TaHHBIMU 00 yYacTHHUKE, OITPOCHUK TI0 3HAHUSAM 00
STIHJIETICUU ¥ OTHOIICHUIO K HEH, IIKaja BOCTIPUATHS MOACPKKH OT JPYTUX CEMEH).

HNucTpyMeHTBI ¢00pa JaHHBIX:

dopma ¢ TaHHBIMU 00 YYaCTHHKE;

OMpoCHHK 0 3HAHUSAM 00 DIHIICTICHH,

[Ixana BocpusATHS TOAACPKKU OT APYTUX CEMEH I ceMel, BOCTIUTHIBAIOIINX
pebEHKA ¢ MHBAIUTHOCTBIO.

®opMma ¢ JTaHHBIMHU 00 YYaCTHHKE:

7,8,9

Pazpabotana ucciaenoBatensiMu;

ConepxuT HH(OPMALIHIO O COLUATBHO-1EMOTrpadhUIECKUX XapaKTePUCTHKAX
YYaCTHUKOB;

Bxmrouaet 18 BompocoB, kacaronuxcst ped€nka ¢ cuaapomom Petra: ero
ocoOeHHOCTe|, Tpo0sIeM, CBI3aHHBIX C YXOJI0M 32 HUM, YPOBHS IOJIY4aeMO
MOJEP>KKH, CTEIIEHH 3aBUCUMOCTH, a TAaK)K€ IPOLECCOB peaduINTAUU U JICYEHUSI.

1. IlIxana 3uannii 06 snuaencun (Epilepsi Bilgi Olcegi)

[kana pa3zpaboTaHa A#IEeMHUPOM C LENbIO OIIEHKH YPOBHS 3HaHUI HaceneHus Typrun 00
AIMJICTICHH.

OcoOEHHOCTH IIKAJIBI:



e OrtBeThI JarOTCA B hopMaTe: KBEPHO», «KHEBEPHOY, «HE 3HAIOM.

e Cocrourt u3 3 moamkai (6JIOKOB):
1. 3HaHUSA 0O KOTHUTHBHO-TIOBEJICHYCCKHX OCOOCHHOCTSIX JIFOJICH C SMUIICTICUCH.
2. 3HaHHS O IPUYMHAX, JCYCHUH SIHIICTICUH U SMIICTITUYECKUX CHHAPOMAX.
3. 3HaHUA O CUMIITOMAX MPHUCTYIIOB U MPABIIBLHBIX METOIaX OKAa3aHUS TTIOMOIIU

[PU HUX.
e Bxmtouaer 16 Bonmpocos.
e Urorossiii 6amt Bapeupyetcs ot 0 1o 16, rae 6o1ee BRICOKHMIT OaiT yKa3bIBaeT Ha
Jy4Ilue 3HaHUS 00 MUIICTICUH.
*  Koadounuent manéxuoctu (Cronbach alpha) — 0,72.

2. lllxkayia BocnpUsITHS MOAJEP/KKH OT APYTHX ceMeil 1Jisl ceMeil, BOCIIMTHIBAIOIIMX
pedénka ¢ uaBaauaHocTbio (Engelli Cocuk Aileleri I¢in Aileden Aileye Destek Algisi
Olgegi)

Pazpabotana Kroptionuto u Apcinanom B 2022 roy Ha OCHOBE aHAJIN3a JIUTEPATYPHI IS
TYPELKOHN MOIYJIALHUN.

OCOOEHHOCTHU IIKAJIBI;

e Cocrtout u3 24 BONpocos.
e  @®opmat oTBeTOB — 4-0ayuipHas mkana Jlukepra:
1. «CoBepmienno ue cornacen» (Kesinlikle katilmiyorum);
2. «He cormacen» (Katilmiyorum);
3. «Cornacen» (Katiltyorum);
4. «Cosepmienno cornacen» (Kesinlikle katiliyorum).
e Brirouaet 4 moanKanbl:

noanepkka B Buae npusHanus (Takdir Destegi);
nHpopmannonHas noanepxkka (Bilgisel Destek);
smonnoHanbHas noanaep;xkka (Duygusal Destek);
moJIIepIKKa yepe3 coBMmectHoe yuactue (Beraberlik Destegi).

o O O O

e Kax/plif BOIIpOC OLIEHUBAETCS B IUamna3oHe ot 1 10 4 6aos.
¢  MuHHMAaJIBEHBIM BO3MOKHBIN 0aml — 24, MaKCUMaJIbHEBIA — 96.
e Uewm BblIIIIe UTOTOBBIN Oa1, TEM BBIIIE YPOBEHb BOCTIPUHUMAEMOMN TOIEPIKKH.

3. Anaau3 nanubIx (Verilerin Degerlendirilmesi)

Jliig ananu3a 1aHHBIX UCToIb30Banachk nmporpamma SPSS Bepeun 22.0 (SPSS INC., Hukaro,
CILIA).

Mertonrl aHanu3a:

o Jlns ompeseneHus: OMUCaTeNbHBIX XapaKTEPUCTUK MPUMEHSIUCH aHATIU3 YacTOT U
MIPOIIEHTHBIX COOTHOIICHHUH.

e JInis OLIEHKH IIKAJbl UCIIOIB30BATUCH CPEAHUE 3HAUCHUS M CTAaHIApTHOE OTKIOHEHHUE.

e Jlusg mpoBEepKH HOPMATBHOCTH PACIIPE/ICIICHHS IEPEMECHHBIX aHATH3UPOBAIIHCH
nokazarenu skcuecca (Kurtosis/Basiklik) n acummerpun (Skewness/Carpiklik).

e Vcronp30BaIMCh TApAaMETPHUYECKUE METO/IbI CTATUCTHYECKOTO aHAJTN3a.



»  B3auMocBs3HM MEX]y NIKAIBHBIMU TIOKA3aTEISIMUA OTIPEIEISLTUCH C TIOMOIIBIO
KOppesuoHHoro aHanu3a [lupcona.
o Jlnst cpaBHEHUS IIKAJIbHBIX TIOKA3aTeIeH MEXTY TPYIIIIAMH UCTIOTh30BAIUCH:
o t-KpUTepHii Il HE3aBUCUMBIX BBIOOPOK (t-test);
o oaHOGAKTOPHBIN nucrepcuoHHbI anam3 (ANOVA);
o mnoctxok-Tectsl (Tukey, LSD).
e JIng oneHKW BeaudrHBI (D PeKTa MPUMEHSITUCH KOA(DPHUITUEHTHI:
o Cohen’s d;
o Eta-xBampat (m?).

10,11,12

1. OTnyeckas cropona ucciaenopanus (Arastirmamn Etik Yonii)

» Jlomy4eHo yCTHOE pa3pelieHne OT ACCOIMAITIH MTOIICPKKH CeMe, BOCTIUTHIBAIOIIINX
nereii ¢ cuaapomoM Perta (Rett Sendromlu Aileler Dayanisma dernegi).

e [lomydeHo pa3pemnieHrne 0T ITHYECKOT0 KOMHUTETa HEKITMHIYECKIX MCCIIeIOBAaHUN
Vuupepcutera ®enepbaxue (Fenerbahge Universitesi Girisimsel Olmayan Etik
kurulundan).

e Ot yyacTHHKOB noiy4eHo nHpopmupoBannoe cornacue (katilimcilardan
bilgilendirilmis onam alind1).

3. PesynbTaTthl (Bulgular)

Tabnuua 1. OnucaTenbHble XapaKTepPUCTUKN YHYAaCTHUKOB
(Katihmcilarin Tanimlayici Ozellikleri)

Pacnpenesnenue no Bo3pacry (Yas):

e Cpennuii Bo3zpact: 39 net (cTaHaapTHOE OTKIOHEHHE: +8,566; MUHUMAaTbHBIN
BO3pacT: 23 rojia, MaKCUMaJIbHBII: 67 NeT).

e 30 ner u muaaume — 23 yyactauka (16,0%);

e 31-40 met — 66 yyacTHHUKOB (45,8%);

e 41-50 ner — 39 yuactHukos (27,1%);

e 51 roxau crapme — 16 yuactaukos (11,1%).

Pacnpenesienue mo noay (Cinsiyet):

e Myxuunsl — 42 ygyactHuka (29,2%);
e XKenmwunsr — 102 yuyactauka (70,8%).

YpoBennb o0pazoBanus (Egitim Durumu):
e Cpennee oOpazoBanue u Huxe — 54 yuactHuka (37,5%);
e Bricmee oOpa3oBanue — 77 ydyacTHUKOB (53,5%);

e Marucrparypa — 13 yuactHukos (9,0%).

Tpynoycrpoiicro (Calisma Durumu):



e PabGorator — 85 yuactHukoB (59,0%);
e He pa6orator — 59 yuactaukos (41,0%).

13,14,15

1. CounanbHoe odecnieyenne (Sosyal Giivence Durumu)

e Ectb — 122 yenoseka (84,7%);
e Her — 22 yenoseka (15,3%).

2. Crenenn poactsa (Yakinhk Derecesi)

e Marp — 105 yenosek (72,9%);
e Orery — 39 yenosexk (27,1%).

3. Tun cembu (Aile Tipi)

e Hyxneapnas (snepnast) cembs (Cekirdek Aile) — 133 genosexka (92,4%);
e Pacmmpennas cembs (Genis Aile) — 11 yenosek (7,6%).

4. KoanuecTBo aeteil B cembe (Cocuk Sayisi)
e 1 pebénok — 53 uenoeka (36,8%);

e 2 pebénka — 57 yenonek (39,6%);
e 3 u6onee nereit — 34 yenoseka (23,6%).

16

5. oa peboénka ¢ cunagpomom Perra (Rett Sendromu Olan Cocugun Cinsiyeti)

e Manbuuk — 19 yenosex (13,2%);
e JleBouka — 125 yenosek (86,8%).

6. Bo3pact pedénka ¢ cunapomoM Perra (Rett Sendromu Olan Cocugun Yasi)
(Cpennee 3nauenue: 8,580 + 5,303; MuHUManbHbII BO3pacT: 1 roj; MakCMMalbHBII BO3pacT:
30 ner)

e 1-5 mer — 44 genoseka (30,6%);
e 6-10 mer — 63 genoreka (43,8%);
e 11 ner u crapme — 37 yenosex (25,7%).

7. IHosyyenune peaduanTanuoHHoii momomu pedénkom (Cocugun Rehabilitasyon
Destegi Alma Durumu)

e [Ilomyuaer momomp — 125 yenosex (86,8%);
e He nonyuaet nomoms — 19 uenosex (13,2%).



8. CnocodHocTh pedénka BoipaxaTh ceds (Cocugun Kendini ifade Edebilme Durumu)

e CogceM He MOkeT — 67 uenoBek (46,5%);
e Yactuuno moxetr — 77 yenoBek (53,5%).

9. ITosryuenne pedéHkomM MequIUHCKOT0 yxoaa (Cocugun Tibbi Bakim Alma Durumu)

e [lomyuaer yxon — 73 uenoseka (50,7%);
e He nonyuaer yxoq — 71 uenosek (49,3%).

17

10. Y10BJIeTBOPEHHOCTH YX010M 32 pedéHkoM (Cocuga Bakim Vermekten Memnuniyet)

e VYnosunerBopéH — 116 yenosek (80,6%);
e He onpenenmica — 28 uenosek (19,4%).

11. CamooneHnka onexkyHa 1o yxoay 3a pedénkom (Bakim Vermede Kendini Nasil
Hissettigi)

e UyscTByeT ce0s 10CTaTOUHO KOMIIETeHTHBIM — 45 venosek (31,2%);
e UyBcTByeT ce0sl 4aCTUYHO KOMIETEHTHBIM — 68 uernoBek (47,2%);
e YygscTByer cebs HekoMrneTeHTHbIM — 31 uenosek (21,5%).

12. Haauuue moaaep:kku npu yxoje 3a pedoénkom (Bakim Vermede Destek Olan Kisi
Varhgi)

o Tlomnepxka ectb — 99 yenosek (68,8%);
e Ilonnepxku nHer — 45 uenosek (31,2%).

13. Bausinue yxoaa 3a pe0EHKOM Ha CONMAJBHYIO *KU3Hb onekyHa (Bakim Vermenin
Sosyal Yasantiya Olumsuz Etkisi)

e Bcerna Bnuser — 28 uenosek (19,4%);
e HWuorma Bmusier — 101 ygenosex (70,1%);
e Huxorna e Bnusier — 15 uenosex (10,4%).

14. Tun noay4yaemoii noaaep:xku (Ne Tiir Destek Alindig)

o [lomoms ¢ nBurarensHoi akTuBHOCTHIO (Hareket Etme) — 47 wenosek (32,6%);

 Tlomoms ¢ camoo6enyxkupanueM (Oz Bakim Ihtiyacim Giderme) — 89 uenosex
(61,8%);

e Ilomomis ¢ conManbHBIMU HaBBIKaMH U 0e30macHOCThIO (Sosyal Beceri ve Giivenlikte
Olma) — 8 yenosek (5,6%).
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Tabnuua 2. Pa3anuuna B 6annax 3HaHuu o6 anunencuu B
3aBMCUMOCTMU OT gemMmorpacpmnyecknx xapakTepucTuk

1. Bo3pacm (Yas)

KonuuecTtB

Bo3pacTHa

firpynna Yy4YacTHMKOB 3HaHWM 06
anunencu oco6eHHOCTAX
n (OrttSS)

Jo 30 netr 23

31-40 net 66

41-50 netr 39

51 roowm
crapLue

16

3HavyeHne F —

YpoBeHb
3Ha4YnMMoCTn —

(P)

NocTxokK-
aHanus
(PostHoc)

2. lon (Cinsiyet)

KonuuectB

Mon

Y4YaCTHUKOB 3HaHUK 00

My>X4nHBbI

o

(n)

(o]

(n)

CpeaHun

oann
ooLwmx

8,870
5,021

9,136
4,677

11,308
4,268

12,250
3,624

3,684

0,014

3>1,4>
1,3>2,
4>2(p<
0,05)

CpegHun
6ann
ooLwmnx

3HaHusA o
KOrHUTUBHO-

nopeneH4YeCckKkn a3InunenTu4vyecku

X

(Ort+SS)

2,957 1,622

2,939 + 1,635

3,692 + 1,321

4,313 + 0,946

5,166

0,002

4>1,3>2,4>
2 (p < 0,05)

3HaHusA o
KOrHUTUBHO-
noBeAeHYeCKMn
X

anunencu OCOOEeHHOCTAX

n (OrttSS)

8,524 +

(OrtxSS)

2,762 + 1,340

3HaHusa o6

X CUHApomMmax
(Ort+Ss)

3,696 * 2,324

3,833 £ 2,004

4,590 + 2,161

5,438 + 1,590

3,538

0,016

4>1,4>2(p<
0,05)

3HaHuA o6

AnunenTnyeckKu

X CUHApomMax
(Ort+SS)

3,524 + 1,903

3HaHuA o
Mepax
nomMoLiun
npu
npucTtyn

(OrtxSS)

2,217
1,622

2,364
1,443

3,026 +
1,328

2,500
1,414

2,198

0,091

3HaHuA o
Mepax
nomoLuu
npwu
npucTtyn
e
(OrtxSS)

2,238 +



CpegHun 3HaHuA o
KonunyectB o6ann KOrHUTUBHO- 3HaHunA 06
Mon o oowmMx noBeAeHYECKU I3nunenTUvYecku
Y4acCTHMUKOB 3HaHuUMK 06 X X CUHgpoOMax
(n) anunencu ocoBeHHOCTAX (Ort+SS)
n (Ort£SS) (OrtxSS)
3,814
YKeHwmHbl 102 10,647 3,520+ 1,565 4,471 %2147
4,835
3HavyeHne t — -2,538 —2,748 —2,484
YpoBeHb
3HAYNMOCT — 0,006 0,007 0,014
n (p)
3. YpoeseHb ob6pa3oeaHus (Egitim Durumu)
CpegHun 3HaHuA o
KonunuyectB oann KOrHUTUBHO- 3HaHuA 06
YpoBeHb
o ooWKMX noBedeHYeCKn 3nunenTU4ecku
obpaszoBaHu -
a Y4YaCTHUKO 3HaHuMn o6 X X CUHApOMaX
B (n) anunencun ocobeHHOCTAX (OrtxSS)
n (OrttSS) (OrtxSS)
Cpepreen o, 9.993% 300341521 4111 +2.169
HUXe 4,611
Buicwee 77 Z’gﬁ * 3273+1553 4,026 +2,039
Maructparyp 129232 4 308+1182 5539 + 2,025
a 4,349
3HayeHne F  — 2,891 3,405 2,988
YpoBeHb
3HA4YUMOCTN — 0,059 0,036 0,054
(p)
MoCTXOK- _ . 3>1,3>2(p< _
aHanus 0,05)

3HaHuA o
Mepax
nomoLuu
npwu
npucTyn
e
(Ort£SS)

1,303

2,657
1,506

-1,575

0,117

3HaHuA
0 Mepax
NnoMoLUun
npu
npucTtyn
e
(OrtxSS)

2,389
1,379

2,546 *
1,509

3,077 +
1,441

1,175

0,312



" 3HaHuA
CpegHun 3HaHuA o

0 Mepax
KonunuyectB o6ann KOrHUTUBHO- 3HaHunA 06
YpoBeHb nomoLum
o ooWMX noBeAeHYeCKU INUNEenTUYecKu
obGpa3oBaHu < npu
a Y4YacTHUKO 3HaHuMn o6 X X CUHgpoOMax npucTyn
B (n) anunencu ocobeHHOoCTAX (OrtxSS)
+ +
n (OrttSS) (OrtxSS) (Ort£SS)
(PostHoc)
19
4. Tpydoycmpoucmeo (Calisma Durumu)
Cpepuun 3HaHuA
6ann 3HaHuA o o MeDax
KonnyectB 00OWMX KOrHUTUBHO- 3HaHusA 06 nomop "
TpyaoyctpouncTt o 3HaHUM noBeAeHYeCK 3NunenTu4eck 0 :"‘
BO Y4aCTHUKO 06 ux MX CUHApPOMaX 0 ch,:T 0
B (n) anunencun ocob6eHHOCTHA (OrtxSS) P o y
] x (OrtxSS) +
(OrtxSS) (OrtSS)
9,106 + 2,247 +
Pabotaet 85 4.421 3,012 +1,539 3,847 +1,973 1471
11,356 + 2,949 +
He paboTaet 59 4,686 3,712 £ 1,451 4,695+ 2,230 1345
3HayeHue t — —2,930 —2,748 -2,403 -2,916
YpoBerb — 0,004 0,007 0,018 0,004

3Ha4mMmocTu (p)



5. CmeneHb podcmea (Yakinlik Derecesi)

- 3HaHuA o
CpegHun 3HaHuA o Mebax
KonunyectB o6ann KOrHUTUBHO- 3HaHunA 06 P
NoMoLLK
CrteneHb o ooWwmMx noBeAeHYEeCKU I3NUrenTUYecku now
poAcTBa Y4YaCTHUKOB 3HaHUM 0O X X cuHgpomax n M:):T 0
(n) anunencn OCOBEeHHOCTAX (Ort+SS) pucty
+ +
n (OrtxSS) (OrttSS) (Ort£SS)
10,495 + 2,600 £
MaTb 105 4.913 3,476 £+ 1551 4,419+ 2,205 1523
8,769 + 2,359 +
OTey 39 3.616 2,821 +1,412 3,590 + 1,743 1267
3HaveHne t — 2,000 2,308 2,115 0,881
YpoBeHb
3HA4YMMOCT — 0,024 0,022 0,021 0,341
n (p)
6. Konudyecmeo demetli 8 cembe (Cocuk Sayisi)
O6wmit 3HaHuA o
OBEHE 3HaHuA o Mepax
yp . KOrHUTUBHO- 3HaHusA 06 nomMoLum
3HaHuM 06
KonunuecTtB noBeAeHYeCK 3MNuUrenTuyeck npu
anunencuun
KonunyecTtB o nx MX CUHApPOMAax npucTtyne
" (cpenHee £
O AeTeN YYaCTHUKO ocobeHHocTAA (cpedHee * (cpepHee *
CTaHZapTHO
B (n) X (cpegHee * cTaHpapTHOE CTaHAapTHO
CTaHOQapTHOe OTKIIOHEHMe) e
OTKJTOHEHM
e) OTKIIOHEHue) OTKINOHEHU
e)
R 9,321 % 2,283
1 peGéHok 53 4,734 3,057 £ 1,634 3,981 £ 2,071 1498
N 10,983 + 2912 +
2 pebéHka 57 4,295 3,649+ 1433 4,421 +£1,973 1353
3 n bonee 9,529 + 2,294 +
+ +
neTei 34 4.944 3,088 £1,485 4,147 + 2,426 1467

CraTHuCcTHYECKHH aHAJIN3:

e 3nauenue F: 2,038; 2,507; 0,601; 3,266 (117151 Ka)K0T0 CTOJI0IIa COOTBETCTBEHHO).



e VYpogenb 3Haunmoctu (p): 0,134; 0,085; 0,550; 0,041 (BbIIETICHO 3HAYUMOE

pasnuuue).
o [locTXOK-aHANM3: pa3Indusl BBISBICHBI MEXy TPyNIaMu «2 peo&Hka» u «1

pebEHoK», «2 pedbéHka» u «3 u 6omnee merei» (p < 0,05).
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2. lemorpaduueckue xapaktepuctuku (Demografik Ozellikler)

a) lNMon pebéHka c cuHopomom Pemma (Rett Sendromu Olan Cocugun

Cinsiyeti)
ogl:::b 3HaHus o
yp - KOrHUTUBHO- 3HaHuA 06
3HaHuK 06
KonuuecTtB noBeAeHYeCKU 3NUNenTUYEeCKn
Mon anunencuu
ebeéHkK ° (cpenHee £ X X cuHApoMax
P Y4aCTHMUKO ~ ocobeHHocTAX (cpenpHee %
a cTaHpapTHO
B (n) o (cpepHee * cTaHAapTHoe
CTaHpapTHOe  OTKIIOHEeHMe)
OTKIIOHeHue
) OTKITIOHEHMue)
Manbuu 6,790 +
‘ 19 3.924 2421 +£1,305 2,895+ 1,912
+
HeBouyka 125 105220 - 3,432+ 1,531 4,392 + 2,083

CrarucTHYecKHii aHAJIN3:

3nauenue t: —3,374; -2,729; -2,949; —3,540.

3HaHusa o
Mepax
nomMmoLm
npwm
npucrtyne
(cpenHee £
CTaHAApPTHO
e
OTKITOHEeHue

)

1,474
1,172

2,696 *
1,432

VYposens 3naunmoctu (p): 0,001; 0,007; 0,004; 0,000 (Bce pa3nuuus CTaTUCTUYECKH

3HAYHUMBI).



6) Bo3pacm pebéHka ¢ cuHOpomom Pemma (Rett Sendromu Olan Cocugun

Yasi)
OBwwii 3HaHuA o
3HaHusa o Mepax
YPOBEHb
- KOrTHUTUBHO-  3HaHuA 06 nomMoLuu
3HaHuK 06
KonuyectB noBeAeHYeCK 3nNunenTu4eck npu
anunencuu
Bo3pactHa o nx MX CUHAPOMAX npucTyne
(cpenHee £
A rpynna y4acTHUKO ocobeHHocTA (cpeaHee * (cpepHee
CTaHAapTHO
B (n) X (cpeaHee * cTaHpapTHOe CTaHAAPTHO
CTaHO4ApTHOE OTKIIOHEeHue) e
OTKNOHEHMU
e) OTKIIOHEHMne) OTKITOHEHU
e)
8,750 2,068 +
1-5 net 44 4.473 2,886 + 1,558 3,796 + 2,141 1404
9,762 2,540 +
6-10 net 63 4.727 3,175+ 1,540 4,048 + 2,106 1512
11 netun 12,000 3,081
+ +
cTapue 37 4.170 4,000 £1,291 4,919+ 1,977 1256

CrarucTHYecKHii aHAJIN3:

e 3nauenue F: 5,406; 6,031; 3,196; 5,134.

e VYposens 3Haunmoctu (p): 0,005; 0,003; 0,044; 0,007 (Bce pa3nuuusi CTATUCTHUECKU

3HAYHUMBI).

e [locTxok-aHanmu3: BBIBIECHBI PA3Inyuus MEXIy rpynnamu «11 ner u crapme» u «1-5

net, «11 aet u crapme» u «6—10 ge» (p < 0,05).

8) Crnoco6Hocmb pebéHka ebipaxamb cebs (Cocugun Kendini ifade Edebilme

Durumu)
. 3HaHuA o
Ooowunn
3HaHus o Mepax
YPOBEHb
. KOrHUTUBHO- 3HaHusA ob nomMoLumn
3HaHun 06
CnocobHoc Konuyect noBeAeH4YeCK 3NUenTUYecK npu
Tb BO anunencum nx MX CUHAPOMAX npucTtyne
(cpeaHee £ hd
BblpaXaTb Y4YaCTHUKO CTaHAAPTH ocobeHHOCcTAA (cpepgHee * (cpedHee
cebs B (n) oe X (cpeaHee * cTaHaapTHOe CTaHAApPTH
CTaHAApPTHOE OTKIIOHEHMUE) oe
OTKJIOHEHMU
e) OTKITIOHEHMUe) OTKNOHEHU
e)

CoBceM He 67 11,030 3,508 £+ 1,521 4,657 + 2,150 2866 +



O6wun
ypPOBEHb
Crnoco6Hoc Konuuect -Hanuv 06
anunencun
e BO
(cpennee %
BblpaXaTb Yy4YaCTHUKO
CTaHAApPTH
oe
OTKIOHEHM
e)
MOXeT 4576
YactnyHo 27 9.156 +
MOXeT 4.566

CrarucTHYecKHii aHAJIN3:

3HaHuda o

3HaHusA o Mepax
KOrHUTUBHO-  3HaHus 06 nomom
noBeAeH4YecK 3NunenTu4eck npwm
nx MX CUHAPOMAX npucTyne
ocobeHHocTA (cpeaHee * (cpeaHee £
x (cpegHee * cTaHpapTHOe CcTaHAapTH
cTaHpapTHoOe OTKIIOHeHue) oe
OTKJTIOHEHMUE) OTKNOHEHU
e)
1,347
2,247 +
3,117 £ 1,539 3,792 + 2,015 1497

e 3nauenwue t: 2,454; 1,527, 2,489; 2,592.
e VYposens 3Haunmoctu (p): 0,015; 0,129; 0,014; 0,011 (BbIIEICHBI CTATUCTUYECKI

3HaYUMBIE pa3INyusl).
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e Ta6uauua 1. 3HaHuA 00 3NMUIENCHH B 3aBUCUMOCTH OT JieMOrpaguyecKux

XapaKTePUCTHK

Mony4yaem nu pe6éHok MmeduyuHCKoe obcnyxueaHue (CocmosiHue

MeduyuHcKo20 yxo0a 3a pe6EHKOM)?

O6wwmn
YPOBEHb
3HaHuUM o0
KonuyectB
anunencuu
(cpenHee £

cTaHAapTHO

n
apamerp YYaCTHUKO

B (n)

OTKITOHEeHune

)

9,493 +

MNonyyaet 73
4,747

yxoz

3HaHug o

KOrHUTUBHO- 3HaHusA o6

noBeAeHYecK 3nunenTu4veck
MX CUHApPOMAX npucTtyne

nx
ocobeHHOCTAX (cpeaHee *
(cpenpHee £  cTtaHpapTHOe
CTaHO4ApTHOe OTKIIOHEHMue)
OTKIJIOHEHMe)

3,041 £ 1,567 4,247 + 2,126

3HaHuA o
Mepax
nomolLumn
npu

(cpepHee *
cTaHpapTHO
e
OTKINOHEeHue

)

2,206 *
1,472



KonunyectB

MapameTp

y4YaCTHUKO

(Evet)

He
nonyyaet
yxon
(Hayir)

t-kputepun —

YpoBeHb

3HAYNMMOCT —

u (p)

71

B (n)

oi':::b 3HaHusa o
yp o KOrHUTUBHO- 3HaHuA 06
3HaHun 06
noBeAeH4YecK 3nunenTuyeck
anunencuun
(cpeaHee & nx MX CUHApOMaXx
~ 0cobeHHOCTAX (cpenHee *
cTaHpapTHO
(cpepHee £  cTtaHpapTHOe
CTaHpapTHoOe OTKIIOHEeHMe)
OTKNOHEeHue
) OTKNOHeHue)
10,578
+ +
4516 3,563 + 1,471 4,141 +£2,120
-1,404 -2,061 0,299
0,163 0,041 0,766

3HaHuA o
Mepax
nomoLuu
npu

npuctyne
(cpepHee *
CTaH[ApPTHO

e

OTKIIOHEeHue

)

2,873
1,372

-2,814

0,006

YdoesniemeopEHHOCMb YX000M 3a peb6EHKOM (yOoes1emeopéEH J1u OneKyH
yxodom 3a pebéHkom)?

MapameTp

YposneTsop
éH (Evet)

He
onpeaenunc
A/ He
yooBneTBop
€H

g 3HaHuA o
o6wumn
3HaHuA o Mepax
YypPOB€eHb
. KOrHUTUBHO-  3HaHus 06 nomoLum
3HaHuK 06
Konuuecrt noBeAeH4YecK 3NunenTu4eck npu
anunencum nx MX CUHAPOMAX npucTtyne
(cpenHee
y4acCTHUKO ocobeHHocTA (cpeaHee * (cpepHee *
cTaHpapTH
B (n) oe X (cpegHee * cTaHpapTHOe CTaHAApPTH
cTaHAapTHOe OTKIIOHeHue) oe
OTKIOHEHMU
) OTKJTIOHEHMUE) OTKITOHEHU
e)
10,612 2,733 £
+ +
116 4,530 3,483 + 1,535 4,397 + 2,051 1308
7,607 1,714
4.425 2,536 £ 1,319 3,357 £ 2,215 1436



KonuuecT

I'IapameTp y4yaCTHUKO

B (n)

(Kararsizim)

t-kpuTepun

YpoBeHb
3HaYMMOCTn —

(P)

O6wun
ypOB€eHb
3HaHun 06
anunencuu
(cpenHee
CTaHAapTH

oe
OTKITOHEHMU
e)

3,164

0,002

3HaHusA o

KOrHUTUBHO-  3HaHus 06

noBeAeH4YecK 3NunenTu4eck
nx MX CUHApPOMAX

ocobeHHocTA (cpepHee *

x (cpegHee * cTaHpapTHOe

cTaHAapTHOe OTKIIOHeHue)

OTKJTIOHEHMUe)

3,006 2,370

0,003 0,019

3HaHuA o
Mepax
nomoLuu
npu
npucrtyne
(cpeaHee £
CTaHpapTH
oe
OTKITIOHEHM
e)

3,442

0,001

CamooueHKa orneKyHa rno yxody 3a pe6EHKOM (kak ornekyH owlywaem cebs e

npouecce yxooda)?

oi':::b 3HaHusA o
yp - KOrHUTUBHO- 3HaHusA 00
3HaHU o0
KonuuecT nosBeAeHYecK anunenTuyeck
anunencumn
NapameTp (cpeaHee * nx MX CUHApPOMaX
y4acTHUKO ~ ocobeHHocTs (cpeaHee *
CTaHOApTH
B (n) oe x (cpegHee * cTtaHpapTHoOe
CTaHpapTHoOe OTKNOHeHue)
OTKINTOHEeHU
OTKITIOHEHMe)
e)
YyscTByeT
+
cebs 12133+ 3 867+1.392 5178+ 1,709
KOMMNETEHTHbIM 3,715
(Yeterli)
YyscTByeT
cebd YyacTu4HoO 10,059 +
KOMMNEeTEHTHbIM 68 3,368 £+ 1,515 4,147 £+ 2,104
4,658
(Kismen
Yeterli)
HyBscTBYeT 31 6,903 + 2,323+ 1,351 2,871+ 1,979

cebs

3HaHuA o
Mepax
nomoLuu
npu
npucrtyne
(cpenHee £
CTaHpapTH
oe
OTKITIOHEHM
e)

3,089
1,145

2,544 +
1,520

1,710 £



MapameTp

HEKOMMNETEHTH
bim (Yetersiz)

F-kputepun

YpoBeHb
3Ha4YMMOoCTH

(9]

MNocTxok-
aHanus
(PostHoc)

22

3HaHua o

o6wumn
3HaHusa o Mepax
YPOBEHb
. KOrHUTUBHO-  3HaHus 06 nomoLum
3HaHun 06
Konuuecr noBeAeH4YecK aNunenTu4eck npu
anunencun nx MX CMUHOpOMAax npucTyne
(cpenHee £
y4acCTHMUKO ocobeHHOCTA (cpepHee = (cpepnHee *
cTaHAapTH
B (n) oe X (cpepgHee * cTtaHAapTHOe CTaHJapTH
CTaHAApPTHOEe OTKIIOHeHue) oe
OTKITOHEHMU
e) OTKJIOHEHMUeE) OTKITOHEHU
e)
4,198 1,371
— 13,672 10,649 12,729 9,157
— 0,000 0,000 0,000 0,000
122123 1.3 253p 152,153 | 2123
- 2>3(P< 405 2>3(p=005) 2 3P
0,05) ’ P =552 0,05)




Tabnuua 3. BocnpusaTue noanepXku otT CEMbU K CeMbe B

3aBUCUMOCTHU OT p,emorpaquecmx XapaKTepuctTuk

O6umy Bocnpu
YypPOBEHb
ATNe BocnpusaTtu
BOCnpuA
Vst nognep Bocnpusatue e BocnpusaTtue
Honne XKW B WH(popMauum 3MOUMOHA  NOAAEPXKKU
AAREP Buge OHHOM NbHOM yepes
Demorpacduyec Konnye Xku ot
npu3HaH NoadepXKn nopaepXK COBMeCTHoe
Kue CTBO CeMbM K
msa (cpepHee * un (cpegHee BpemMsAnpenpos
XapaKTepPUCTUK YYACTHU CeMbe
(cpeaHe cTtaHgapTHO + oXxaeHue
7] koB (n) (cpeaHe
o+ et e CTaHZapTH (cpepHee *
~ _ cTaHgap OTKNOHeHue oe cTaHAapTHoe
cTaHaap
THoe ) OTKITOHEHMU OTKIIOHEHMe)
THoOe
OTKIIOHEe e)
OTKINOHEe
Hue)
Hue)
YpoBnetBopé
HHOCTb
yxoaoom 3a
pe6GEeHKOM
YaoBrneTBOpEH 71,672 + 30,052 + 21,535 + 11,638 +
11 448 + 2,42
(Evet) 6 17,561 7,506 5,624 3,008 8,448 429
He
zzpeﬂe”"'”c’” g 65214327357 £18893% 10464 o oo
. 8,130 3,822 3,023 2,009 ’ -
yOOBNETBOPEH
(Kararsizim)
t-kpuTepun — 1,894 1,839 2,399 1,959 -0,106
YpoBeHb
3Ha4YMMoctTmM  — 0,005 0,068 0,018 0,052 0,895
(p)
23
Utor (Sonug)

4 BonsmmHCcTBO YYaCTHHUKOB UCCICAOBAHUA — KCHIIUHBI, JIFOAU C BBICIIIUM

o0pa3oBaHHEM M pabOTArOIIHUE JIUIIA.



VY CTaHOBIIEHO, YTO YPOBEHb OCBEJOMJIEHHOCTH YYaCTHUKOB 00 SMMJIETICUN
pa3nuyaercsi B 3aBUCHIMOCTH OT HECKOJIBKUX (DaKTOPOB: BO3pacTa, YpOBHS
00pa3oBaHMs U YIOBIECTBOPEHHOCTHU MPOLIECCOM yX0/a 3a peOEHKOM. DTH (PaKTOPBI
3HAYUMO BIIUSIOT HA YPOBEHb 3HAHUM 00 SMUIIETICHU.
Taxoke BBIABICHO, YTO KEHIIMHBI-yYaCTHULIBI U JINIA, YIOBJIETBOPEHHBIE TPOLIECCOM
yxoza 3a peOEHKOM, JEMOHCTPUPYIOT 0oJiee BBICOKUN YPOBEHb 3HAHUI 00
SMUJIETICUH.
BaxupiMu pakTopamu, BIUSIOMIMMYI Ha YPOBEHb 3HAHHN CeMel 00 SMUIIETICUH, TaKKe
OKa3aJluCh:

o CHOcOOHOCTH peOEHKA BRIpaXkaTh ceOs;

o HOJy4YeHHEe peOEHKOM MEIUIIMHCKOIO YXOAa.
Kpome Toro, 61710 00Hapy>KEHO, YTO B CEMbBSIX B II€JIOM CHJIbHA MOJJICPKKA IPYT
Apyra, ¥ 3TOT MOKa3aTelb MO3UTUBHO CBSI3aH C YPOBHEM 3HAHUM 00 SMUIIETNCHN.
B utore nccrnenoBanue BBISIBUIIO CBA3b MEXKY JeMOTpadUIeCKUMU
XapaKTepUCTUKAMU YYaCTHUKOB, YPOBHEM UX 3HAHUI 00 SMMJIEIICUN U BOCIIPUATHEM
MOAJEPKKU BHYTPU CEMBHU.

Baarogapuoctu (Tesekkiirler)
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bnaronapum 3a nognepxky bypaka Temusa (Burak Temiz).

BripaxkaeM npusHaTEeIbHOCTD JOLEHTY, JoKTopy ['am3e Temus (Dog. Dr. Gamze
Temiz).

briaronapum BoJIOHTEPOB, TOMOTABIIUX B COOPE TAHHBIX.

Bripaxxaem npu3HaTeIbHOCTh Opranu3anuu Tubitak.

biraronapuM Bcex y4acTHHKOB 3a TO, YTO YAEJIWJIA HaM CBOE BpeMs.




