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Giris: Bu ¢aligmada, otizm spektrum bozuklugu olan ¢ocuklarin yagamini biyoekolojik kuram bakis agisiyla
betimsel olarak ortaya koymak amaglanmistir.

Yontem: Arastirma, bireylerin tecriibe ettikleri seyi nasil betimledikleri ve nasil deneyimlediklerine yogunlasan
betimleyici/tanimlayici fenomenolojik bir ¢aligma olarak desenlenmistir. Betimleyici/tanimlayici fenomenolojinin
¢ikis noktasi deneyimlenen olaylarin katilimcilar tarafindan giinliik yasam perspektifinden somut betimlemelerini
icermektedir. Arastirmaya otizm spektrum bozuklugu olan gocuga bakim veren 17 kisi katilmistir. Verilerin
toplanmasinda yari-yapilandirilmig goriisme teknigi kullanilmistir.

Bulgular: Veri analizleri sonucunda mikrosistem temasinda bakim veren ve ¢ocuk, diger aile bireyleri ve ¢ocuk,
yakin ¢evre ve ¢ocuk, 6gretmen ve ¢ocuk, okul; mezosistem temasinda sosyal alan baglari, egzosistem temasinda
ebeveyn ve Ogretmen; makrosistem temasinda egitim sistemi, destek, toplum, kanunlar ve iletisim araglari;
kronosistem temasinda zaman ve katilim alt temalar1 ortaya ¢ikmustir.

Tartisma: Cocugun otizm spektrum bozuklugu tanisi almasiyla birlikte aile tyelerinin kendi iclerinde ve
toplumdaki diger insanlarla etkilesimleri farklilagsmaktadir. Anne, baba ve kardesler de dahil olmak iizere diger
bireylerin otizm spektrum bozuklugu tanisin1 kabul diizeyleri, kisilik 6zellikleri, otizm spektrum bozuklugu
hakkindaki fikirleri gibi birgok faktér kisileraras: iletisimde belirleyici olmus olabilir. Ogretmenlerin yaklagimia
iliskin gortisler ise 6gretmenlerin almis olduklar egitim ve kisilik 6zellikleri ile agiklanabilir. Ayrica okulun sahip
oldugu kaynaklar ya da okul personelinin engelliligi kabul diizeyi gibi degigkenler de sonuglarda etkili olmus
olabilir.

Sonug¢ ve Oneriler: Cocuklara bakim veren birincil kisilerin anneler oldugu, ebeveynlerin sahip olduklar1 sosyo-
ekonomik 6zelliklerin ve 6gretmenlerin kisilik 6zelliklerinin ¢ocuklarin gelisim ve egitimini etkiledigi, toplumun
¢ocuklar ve konu hakkinda yeterli bilgi sahibi olmayarak c¢ocuklara kargi Onyargili ve mesafeli oldugu
gOriilmistiir. Toplumsal yonde insanlarin farkindaliklarini arttirmaya yonelik ¢aligmalarin nitelik ve nicelik olarak
gelistirilmesi beklenmektedir. Yeterli maddi gelirleri olmayan ebeveynler, ¢cocuklarina ihtiyaci olan bakimi ve
egitimi sunamadiklarini ifade etmislerdir. Sivil toplum kuruluslarinin otizm spektrum bozuklugu olan ¢ocuklarin
duyu biitiinleme, spor faaliyetleri, psikoloji ve beslenme gibi farkli disiplin alanlarinda egitimlere ve destege
ulagimlarma yardimeci olabilecekleri diisiiniilmektedir.

Anahtar sozciikler: Otizmli gocuklar, biyoekolojik model, ekolojik sistemler kurami, ekolojik, 6zel gereksinimli cocugu
olan aileler, aile, fenomenolojik aragtirma.
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Giris
Otizm spektrum bozuklugu (OSB); erken donemde baslayan, toplumsal etkilesim ve iletisim alanlarinda
sinirli  tekrarlayict davraniglarla kendini gosteren norogelisimsel bir bozukluktur (American Psychiatric
Association, 2013). OSB’li bireylerin bilissel, duyusal, sosyal ve diger pek ¢ok gelisim alaninda yasadig
yetersizlikler hem kendi yagam kalitesini hem de igerisinde yer aldigi aile, okul ve diger toplumsal gruplarin yagam
kalitesini etkilemektedir (Schalock, 1994; Schuntermann, 2002). Yapilan bir aragtirmada, OSB’li ¢ocugun

yetersizlik diizeyinin, ailelerin ¢ocuguna yodnelik algilar1 ve yasanan belirsiz durumlarin ebeveynlerin yasam
kalitesi tizerinde etkili oldugu ifade edilmistir (Warter, 2009).

OSBfa, giiniimiizde arastirilmaya devam eden, hakkinda net olarak yanitlanamayan sorularin oldugu
noro-gelisimsel bir bozukluktur. OSB’li bireyler genis bir spektrumun igerisinde birbirinden farkli 6zellikler
gosterebilmektedir (Cattik, 2022). Yani OSB tanisi igerisinde, bireylerde ortak davranigsal 6zellikler gbzlemlense
de bireylerin sahip oldugu genetik, norolojik, psikolojik ve davranigsal ozellikler gesitlilik gostermektedir
(Chapman, 2020; Constantino & Charman, 2016; Shea vd., 2019). OSB erken yaslarda teshis edilebilse de
tanilanma ve sonraki deneyimler; profesyonellerin davranislari, egitim siireci, toplumdaki ‘otizm’ algist ve pek
¢ok baglamda ebeveynlerin zorluklar yasadig1 soylenebilir (Ayyash vd., 2023). Bu dogrultuda OSB’li bir ¢ocuga
sahip olan ebeveynlerle tipik gelisim gdsteren ¢ocuga sahip ebeveynler karsilastirildiginda, OSB’li ¢ocugu olan
ebeveynlerin daha fazla olumsuz ruh saglig, yiiksek stres, kaygi ve depresyona sahip oldugu ifade edilebilir (Lee,
2009). Ailelerle yapilan boylamsal ¢aligmalar, OSB’nin, ailelerin hayatlarini idame ettirirken maddi ve manevi
olarak cesitli zorluklarla karsilagtiklarini ortaya koymustur (Gray, 2002). Hardman ve digerleri (1996) bu
¢ocuklarin yagamlarini siirdiirmede bagkasina bagimli olmalart nedeniyle anne ve babalarin birbirlerine yeterince
vakit ayiramadiklarini, aile igi iligkilerin azaldigmni, ¢ocugun egitimini siirdiirmenin ev ekonomisine ek yiik
getirdigini ve bunlara bagli olarak aile i¢inde stres diizeyinin arttigini ileri stirmiistiir. Nealy ve digerleri (2012)
OSB’li ¢cocuga sahip ebeveynler ile yaptiklart aragtirmada, esler arasindaki iliskilerin ¢ocuklarinin OSB tanisi
aldiktan sonra olumsuz yonde etkilendigini tespit etmistir. Croen ve digerleri (2006), OSB’li ¢ocuk yetistirmek
icin dmiir boyu yapilan harcamalarin, OSB olmayan c¢ocuklara gore yaklasik iki kat fazla oldugunu belirtmistir.
Hastings ve Brown (2002) ise OSB’li ¢ocuga sahip ailelerin kaygi durumlarinin depresyon ve stres diizeylerinin
diger 6zel gereksinime sahip gocuklarin ebeveynlerine ve gocugu tipik gelisim gosteren ailelere gore daha yiiksek
oldugunu ifade etmistir.

OSB’li ¢ocuklarin saldirganlik, 6z-diizenlemede zorluk, diirtiisel davranma, digerlerinin giivenligine
yonelik tehdit olusturma ve sosyal normlara uymakta zorlanma gibi yikici1 davraniglar (Scattone vd., 2002; Seok
vd., 2023) da diger ¢ocuklardan ¢ok farkli boyuttadir. Bu ¢ocuklarin sosyal uyaranlar algilama, jest ve mimikleri
anlamlandirma ve kullanabilme gibi becerilerde yetersiz performans sergilemesi nedeniyle problem davraniglarda
bulunduklar ifade edilmektedir. Bu davranis farkliliklari, aile ve toplum iiyeleri arasinda ¢esitli sorunlara yol
acmaktadir ve ebeveynler ¢ocuklarinin yikici davraniglari nedeniyle genellikle kendilerini suclu hissetmektedirler
(Ling vd., 2010; Vuran & Usluer, 2012). Bu baglamda OSB’nin etkilerinin yalnizca tani alan birey ve ailesi ile
sinirli olmayip ayni zamanda ¢ocugun ¢evresini ve toplumun tiim fertlerini ilgilendirdigi sdylenebilir (Copuroglu
& Mengi, 2014; Williams vd., 2004).

OSB’li cocuklarin ve ailelerin yasantilarinin, OSB’li ¢ocugun gelisim stirecindeki deneyimlerinin
anlasgilabilmesi ve yorumlanabilmesi i¢in bu arastirma Bronfenbrenner’in “Biyoekolojik Modeli” ¢ercevesinde
yapilandirilmistir. Biyoekolojik Model insan gelisimini, gelisim {izerinde etkisi olan, birbiriyle iliskili veya iligkili
olmayan sistemler ve siire¢ler boyutlariyla ele alarak agiklamaya calismaktadir. Model, bireysel ve grup olarak
insanin, biyopsikolojik 6zelliklerinin odaginda gelisiminin siirekli ve degisim i¢inde olduguna vurgu yapmaktadir
(Bronfenbrenner & Morris, 2007). Bronfenbrenner’in insan gelisimini agikladigi kurami zaman iginde geligsmis ve
farkli kavramsal cercevelerde ele alinmistir. Teori temelde insan ve baglam iligkisini, birey ile gevresel
etkilesimleri ve gevresel sistemlerin bireyin yasantisindaki etkilerini ele almaktadir (Bronfenbrenner, 1977, 1986).
Baslangigta bu iliskide zaman kavramina detayli olarak yer verilmese de sonralari siireg, kisi, baglam ve zaman
modelleri Bronfenbrenner’in teorisinde tartisilmistir (Tudge vd., 2009). Onceleri “Ekolojik Sistemler Kurami”
olarak anilan teori (Bronfenbrenner, 1977; 1986), teoriye yeni model ve kavramlarin eklenmesiyle “Biyoekolojik
Model” olarak adlandirilmigtir. Model, “kronosistem” veya geligim siireci iginde, birey iizerinde etkili olan aile,
akranlar, 6gretmen, medya, kurumlar, kiiltiir vb. faktorlerin etkilesimlerine vurgu yapmaktadir. Bu faktorlerle
modelde, mikrodan makroya, yani en yakindan en uzaga uzanan sistemlerden bahsedilmektedir (Patel, 2011, s.
246). Mikrosistem, bireyin giindelik yasaminda karsilikli olarak etkilesim halinde bulundugu bireyleri ve bunlarla
iliskilerini kapsamaktadir. insan gelisiminde en kritik etkiye sahip bu katman, temelinde aileyi, arkadas gruplarini
ve okulu icermektedir. Mezosistem, bireyin iligki halinde oldugu akranlar ve aile, 6gretmenler ve aile gibi iki ya
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da ikiden fazla mikrosistem arasindaki baglantilardan olusmaktadir. Ebeveyn ve Ogretmenlerin karsilikli
etkilesimle ¢ocugun egitim siireglerine katiliminin, ¢ocugun bagimsizligina ve akademik becerilerine olan etkisi
mezosisteme ornek verilebilir (Bronfenbrenner, 1994). Egzosistem, bireyin dogrudan yer almadigi ancak dolayl
yonden etkilendigi sistemdir. Ebeveynlerin is yasamindaki stresin ve yogunlugun ¢ocuklarin gelisimi tizerindeki
etkisi, bu katmana 6rnek olarak gosterilebilir. Benzer sekilde ailelerin sosyal iligkileri, evin yer aldigi mahalle veya
toplulukla iligkiler bireyin yasantisin1 dolayli yoldan etkileyebilmektedir (Bronfenbrenner, 1994). Makrosistem,
toplumun kiiltiirel degerlerini, inang bigimlerini, hayat tarzlarini, sosyoekonomik durumlarini ve yasalari kapsayan
karmagik bir yapidir. Makrosistemin odaklandigi temel nokta, kisilerle sosyal sistemler ve organizasyonlar
arasindaki etkilesimlerdir. Sosyal politikalar, yoksulluk, esitsizlik ve sosyal baskilarin yansimalar1 bu katmanda
yer edinmektedir. Kronosistem ise biitiin katmanlar1 kapsamakta ve toplumsal-tarihsel siiregteki degisimleri
icermektedir (Danis, 2006; Muuss, 2006). Kronosistem bireyin kendisi ve gevresi iizerinde etkilidir. Ornegin
degisen aile yapisi, giinliik telaglar, sosyoekonomik diizey (Bronfenbrenner, 1994), gerceklesen bir durumun
boylamsal etkileri, ¢ocuk egitimi konusunda zamanla gerceklesen degisimler kronosisteme Ornek verilebilir
(Bronfenbrenner & Morris, 2007).

Bronfenbrenner’in (1986) gelistirdigi biyoekolojik modelde, birey ¢evresinden bagimsiz diisliniilemez.
Biyoekolojik modelde bireyin gelisimini desteklemenin yalnizca bireye yapilacak miidahalelerle miimkiin
olamayacagi, gelisimin merkezden ¢evreye dogru tiim katmanlarin etkilesimiyle gerceklestigi ifade edilmektedir
(Ozdemir, 2007; 2008). Dolayistyla OSB’li ¢ocuklarin da gelisim 6zelliklerinin merkezden ¢evreye dogru ¢ok
boyutlu olarak ele alinmasi 6nem arz etmektedir. Gergeklesen bilimsel aragtirmalarda, OSB’li ¢ocukla birlikte
yasami siirdiirmenin aile iiyelerini, ailenin ¢evresini ve toplumu sosyal agilardan etkiledigi tespit edilmistir (Brown
vd, 2012; Cassidy, 2008; Ludlow vd., 2012). Yapilan bu ¢alismada ise, OSB’li gocuklarin yagamini biyoekolojik
modelin odaginda betimlemek amaglanmistir. Bu dogrultuda bu arastirma OSB’li cocuga sahip ebeveynlerin;

1. Yasanti ve deneyimlerini, biyoekolojik modelde yer alan mikrosistem, mezosistem, egzosistem,
makrosistem ve kronosistemler gergevesi i¢inde sorgulamayn,

2. Deneyim ve yagantilari {izerindeki ¢evresel faktdrleri ve bunlarin etkilesimlerini derinlemesine anlamay1
ve

3. Ailelerin ¢evresel faktorlere yonelik fikir, diisiince ve beklentilerini ortaya koymay1 amaglamaktadir.
Yontem

Aragtirma, nitel arastirma yontemlerinden olgu bilim (fenomenoloji) modeline gbre desenlenmistir.
Olgubilim (fenomenoloji) deseni, farkinda oldugumuz ama derinlemesine ve ayrintili bir anlayisa sahip
olmadigimiz olgulara odaklanarak konularin detay, kapsam ve farkliliklar bakimindan derinlemesine
aragtirtlmasini saglayan bir yontemdir. Bu ¢alisma, OSB olan ¢ocuklarin yagamini, biyoekolojik model bakis
acistyla ayrintili bir bicimde ortaya koymay1 amaglamaktadir. Biyoekolojik model odaginda bireylerin tecriibe
ettikleri seyi nasil betimlediklerine veya tecriibe ettikleri seyi nasil deneyimlediklerine yogunlasan
betimleyici/tanimlayict fenomenolojik bir c¢alisma olarak desenlenmistir. Arastirmada biyoekolojik model
ozellikle verilerin toplanmast ve verilerin analizinde (6r. temalarin belirlenmesi vb.) betimleyici desen siirecine
bir ¢ergeve ¢izmistir. Edmund Husserl, bireyin diinyay1 deneyimleme bi¢iminin yasamis oldugu gergekligi oldugu
icin caligmalarin bireyin deneyiminin tizerinden yansitilmasi gerektigini ifade etmistir. Bu yaklasim, insanlarin
diisiincelerini, duygularini, algilarin1 anlamak i¢in kullanilir ve her bir deneyimin bireysel 6zellikleriyle ilgilenir.
Betimleyici/tanimlayic1 fenomenolojinin ¢ikis noktasi deneyimlenen olaylarin katilimcilar tarafindan giinliik
yasam perspektifinden somut betimlemelerini icermektedir. Bu nedenle somut Ornekler, kelimeler ve
tanimlamalarla ¢aligilmaktadir. Biling ve 6znel deneyimin altinda yatan yapilar1 ve temelleri ortaya ¢ikarmaya
caligir ve tiim nesnel bilginin temeli olarak 6znel bilincin 6nemini vurgulamaktadir. Bireylerin diisiincelerini ve
deneyimlerini agiklamak i¢in kullanabilecekleri dile odaklanir. Bu noktada bireylerin giincel deneyimlerini veya
anilarin1 anlatmalarima izin verir (Giorgi & Giorgi, 2003; Merriam, 2014). Betimleyici/tanimlayici nitel aragtirma
deseni kapsaminda verilerin toplanmasinda yar1 yapilandirilmis goriisme teknigi tercih edilmistir (Creswell, 2013;
Patton, 2014). Bu goriisme teknigi, dncesinde sorulmasi planlanan sorulari igeren gériigme formu hazirlanmasina
karsin arastirmacilara daha esnek bir yaklagim sunmakta ve katilimcilarin deneyimlerini daha iyi anlamalarina
yardime1 olmaktadir. Yar1 yapilandirilmis goriigme yonteminde, arastirmacilar tarafindan katilimeilara daha fazla
ozgiirliikle konugmanin dogal akisina izin verilmektedir. Bu nedenle, arastirmacilar daha detayli bilgi toplayabilir
ve katilimcilarin sozlerinin ardindaki anlamlar1 anlamak i¢in kendi yargilarini kullanabilirler. Hem belirli diizeyde
standartlik sunmasi hem de esneklik sagladigi icin yar1 yapilandirilmig goriisme teknigi arastirmanin amaci ve
deseni kapsami dogrultusunda tercih edilmistir (Smith, 2003; Tiirniiklii, 2000).
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Cahisma Grubu

Aragtirmanin ¢aligma grubu nitel arastirmalarda kullanilan amacgl 6rnekleme yontemlerinden uygun
ornekleme yontemi ve benzesik (homojen) Ornekleme yontemi kullanilarak olusturulmustur. Arastirmaya
Tiirkiye’nin farkli bolgelerinden OSB’li ¢ocuga bakim veren 17 kisi katilmistir. Bu kisilerle OSB tanisi almis
¢ocugun (yaslari 3-12 arasinda degisen, 13 erkek dort kiz ¢ocuk) yasamina iliskin yart yapilandirilmig gériigsmeler
yapilmistir. Katilimeilarin 15°1 ¢ocuklarin anneleridir, iki katilimci ise gocugun akrabasidir. Bu iki katilimer aileyle
birlikte bu siireci yasayan ¢ocuklarin dayisi ve teyzesidir. OSB’li ¢ocuklarin ebeveynlerine (ailelerine) iligkin
demografik 6zellikler Tablo 1’de yer almaktadir. Cocuklarin aile profillerini yansitmak i¢in babalara iliskin
bilgilere de yer verilmistir. Cocuklarin annelerinin yas1 29-46, babalarinin ise 32-56 yas arasindadir. Annelerin
egitim durumu genel olarak lise, ilkokul, lisans ve 6n lisans; babalarin ise ortaokul, lisans ve lise olmak {izere
degisiklik gostermektedir. 12 anne ev hanimy, ii¢ anne 6gretmen, bir anne memur ve bir anne is¢idir. Sekiz baba
serbest meslekle ugragmakta, ayrica is¢i, asker, memur, dgretmen, teknik eleman ve as¢i olan babalar da
bulmaktadir. Ailelerden yalnizca besi ¢cocuklart OSB tanisi aldiktan sonra psikolog, cocuk gelisimci veya 6zel
egitim uzmani gibi uzmanlardan danismanlik hizmeti almis, diger aileler tan1 sonrasinda hicbir sekilde danigmanlik
hizmeti almamustir.

Tablo 1
Ebeveynlerin (Ailelerin) Demografik Ozellikleri

A
K1 Anne 29 37 Ev hanim Su tesisatgisi Lise Ilkokul
K2 Anne 34 41 Ev hanimi Asker On lisans Lisans
K3 Anne 46 50 Ev hanim Isci On lisans Ortaokul
K4 Anne 34 35 Ev hanimi Serbest Lise Lise
K5 Anne 37 37 Isci Isci ilkokul Ortaokul
K6 Anne 42 42 Ogretmen Asct Yiiksek lisans Lisans
K7 Anne 41 42 Ogretmen Serbest Lisans Lisans
K8 Anne 42 56 Ev hanim Serbest ilkokul Ortaokul
K9 Anne 30 37 Ev hanimi Serbest Lise Lisans
K10 Teyze 36 38 Ev hanimi Serbest Lise On lisans
K11 Anne 40 49 Ev hanimi Memur On lisans On lisans
K12 Anne 41 40 Ev hanimi Serbest Lise Ortaokul
K13 Anne 32 32 Ev hanim Serbest ilkokul Ortaokul
K14 Anne 41 50 Ev hanimi Serbest Lise Ortaokul
K15 Anne 35 42 Ev hanimi Isci ilkokul Lise
K16 Anne 41 42 Memur Ogretmen Lisans Lisans
K17 Day1 42 42 Opretmen Serbest Lisans Lisans

Veri Toplama Araglar:

Veri toplama araci olarak katilimcilar igin gelistirilmis yar1 yapilandirilmig gériisme formu kullanilmaistir.
Goriigme formu arastirmanin genel amacina uygun olarak biyoekolojik model temelinde olusturulmustur.
Goriigme formunda ebeveynin ¢ocukla, cocugun diger aile bireyleri ve 6gretmenleri ile iletisimi, ebeveynlerinin
ve diger aile bireylerinin ¢ocugun hayatidaki rolii, sosyoekonomik durumun, ailenin i¢inde yasadig: toplum ve
kiiltiiriin ¢ocugun yasantisina ve gelisimine etkisi ile toplumsal duyarlilik ve farkindalik ¢alismalarina yonelik
sorular yer almaktadir. Ornegin; “Cocugunuzun sizle olan iletisimini nasil degerlendiriyorsunuz? Agiklar
misiniz?”, “Cocugunuzun diger aile bireyleri ile olan iletisimini nasil degerlendiriyorsunuz? Agiklar misiniz?”,
“Siz, gocugunuzun yasaminda nasil bir yere sahipsiniz? Roliiniiz veya konumunuz nedir? Ag¢iklar misiniz?”, Sizin
disinizda aile bireylerinden kim veya kimler ¢ocugunuz yasaminda birebir etkili ve nasil bir etkiye sahip?
“Cocugunuzun 6gretmeni veya Ogretmenleri ile olan iletisimini nasil degerlendiriyorsunuz? Agiklar misiniz?”,
“Sizce, sizin sahip oldugunuz sosyo-ekonomik durum (egitim seviyesi, ekonomik durum, mesleginiz)
cocugunuzun yasantisini ve gelisimini nasil etkiliyor? Agiklar misimz?”, “iginde bulundugunuz toplumun ve
kiiltiirtin cocugunuzun yasamini ve gelisimini nasil etkiledigini diisiiniiyorsunuz? Ac¢iklar misiniz? (Sondaj sorular;
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egitim, saglik, ekonomik, ¢ocuklara iliskin diizenlenen kanunlar ve yasalar hakkindaki goriigleriniz nelerdir?” vb.
gibi sorular goriisme formunda bulunmaktadir.

Veri Toplama Siireci

Katilimeilarla bir sivil toplum kurulusu tarafindan Kapadokya bélgesinde OSB’li ¢cocuklar ve aileleri i¢in
diizenlenen yaz kampinda irtibata gegilmistir. 2019 y1li haziran ayinda, Tiirkiye’nin farkli bolgelerinde yasayan
ailelerin katildig1 yaz kampinda veriler toplanmistir. Arastirmacilar tarafindan, kampta bulunan ailelerle iletisime
gecilerek arastirma ve veri toplama siireci hakkinda bilgi verilmistir. Arastirmaya katilmayi kabul eden
katilimcilardan imzali olarak “katilimci bilgilendirme ve onam” formu alinmigtir. Daha sonra arastirmacilar,
sirayla sessiz ve uygun bir odada goniillii katilimcilarla yart yapilandirilmis gériisme formu kullanilarak bir defa
gorliigme yapmislardir. Arastirmaya katilan 17 katilimcidan; bes katilimeryla 15-20 dakika arasinda, 12
katilimciyla 45-50 dakikalik goriismeler yapilmistir. Yeni bir tema ortaya ¢ikmayincaya kadar goriismeler devam
etmig ve veri doygunluguna ulasilmistir. Bu goriismeler sirasinda aragtirmacilar tarafindan hazirlanan yari
yapilandirilmig  goériisme formu kullanilarak katilimcilarin - sorulara verdikleri cevaplar yazili sekilde
kaydedilmistir.

Verilerin Analizi

Aragtirmanin amacina uygun olarak bu ¢alismada biyoekolojik modele dayali temalar iizerinden betimsel
(timdengelimsel) analiz kullanilmigtir. Katilimeilarla yapilan goériismelerden elde edilen ham nitel verilerden
oncelikli olarak sirayla ortak kodlar, kategoriler ve alt temalar olusturulmustur. Daha sonra betimsel analizle
biyoekolojik model kapsaminda olusturulan tematik cerceveye gore veriler islenerek bulgular tanimlanip
yorumlanmigtir (Altunisik vd., 2001; Yildirim & Simsek, 2005). Analiz siirecinde ilk adim olarak ii¢ arastirmact
tarafindan elde edilen veriler, tekrar eden bir diizen igerisinde bagimsiz olarak siniflanmig, kodlanmis ve analiz
edilmistir. Arastirmacilar tarafindan bu siirecte daha sonra gézden gegirebilmek i¢in veri dokiimlerinin kenarlarina
notlar kaydedilmistir. Metindeki anahtar kelime ve ciimlelerin altin1 ¢izerek kodlamalar olusturulmustur.
Ardindan, aragtirmacilar kendi kategorilerini bir araya getirerek, her bir kategoriyi i¢ homojenlik ve dis
heterojenlik acisindan siirekli karsilagtirarak incelemistir. Bu siire¢ verilerin ait oldugu kategoriyle ne kadar
bitiinliik sagladigi ve benzestigi, ayrica kategorilerin arasindaki farklarin ne derece net olduguyla ilgilidir.
Aragtirmacilar tarafindan, verilerin kategorilere yerlesmesi igin siniflama sistemini goézden gegirilmis,
kategorilerin anlamlilig1 ve dogrulugu siirekli kontrol edilmistir (Patton, 2014). Bagimsiz olarak arastirmacilar
tarafindan dretilen sonuglarin karsilagtirilmasi ve g¢apraz kontroliin yapilmasiyla kodlayicilar arast uyuma
bakilmigtir (Creswell, 2013). Elde edilen kodlar, kategoriler ve alt temalar biyoekolojik model kapsaminda
mikrosistem, mezosistem, egzosistem, makrosistem, kronosistem temalar1 altinda kuramsal yapiya dayali olarak
aragtirmacilar tarafindan birlestirilmistir. Biyoekolojik modele dayali temalar altinda betimsel analiz yapilarak
ornek ifadelere yer verilmistir. Katilimecilarin verdikleri cevaplar orneklendirilirken “k” kodu kullanilmistir.
Gorlisme analiz sonuglari, kodlama kategorilerinde yer alan igerik bulgulartyla biyoekolojik modele gore
degerlendirilerek raporlanmistir. Sekil 1°de gorsel olarak veri toplama ve veri analizi siirecine yer verilmistir.
Tablo 2’de ise biyoekolojik modele iliskin temalar (mikrosistem, mezosistem, egzosistem, makrosistem ve
kronosistem) altinda alt temalara yonelik katilimcilarin cevaplarindan drnekler sunulmustur.

Sekil 1

Veri Toplama ve Analiz Stireci

WVerilerin simiflanmasi, analiz
edilmesi ve kodlarin
olusturulmas:

Yar: yapilandirilmis
goriisme yontemi ile
verilerin toplanmas:

s Ham verilerin analiz icin 3
hazirlanmasi ve diizenlenmesi

v
Arastirmacilar tarafindan tiretilen sonuclarin Elde edilen kodlar, kategoriler ve alt temalarin
karsilastinilimasi ve ¢apraz kontrollerin ———>| Biyoekolojik model kapsaminda temalar altinda
vapilmasi birlestirilmesi

W

Bivoekolojik model kapsaminda
temalar altinda betimsel analiz
vapilmasi

S Temalarn ve betimlemelerin S

yorumlanmast Verilerin raporlastirilmasi

Kaynaklar: Creswell, J. W., (2013). Nitel arastirma yontemleri: Bes yaklasima gore nitel arastirma ve arastirma deseni (M. Biitin & S. B.
Demir, Cev.; 3. baski). Siyasal Kitapevi. (Orijinal kitabin yayin tarihi 2002); Patton, M. Q. (2014). Nitel arastirma ve degerlendirme yontemleri
(M. Biitlin & S. B. Demir, Cev.). Pegem Akademi.
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Tablo 2
Biyoekolojik Modele Dayali Temalar Altinda Katilimcilarin Yanitlarindan Ortaya Cikan Alt Temalar

528

Temalar (alt temalar)

Alintilardan 6rnekler

Mikrosistem

Bakim veren ve
gocuk

Diger aile bireyleri
ve ¢ocuk

Yakin gevre ve
gocuk

Ogretmen ve gocuk

K12: “...Sevgiye dayali bir iletisimimiz var. Kotii bir sey yaparken ben ona bakarim ve pes
eder, yaptig1 seyi birakir. Sevilmek bence bu ¢ocuklarin tek derdi. Iyilesmeyecekler ama
sevgi ve ilgiye ihtiyaglar1 var. Sevgiyle her sey asilir...” (olumlu iletisim)

K16: “Insanin kendi annesi, babas1 bile gocuga vebali gibi davraniyor. Dokunma bile yok,
diger ¢ocuklara yaptiklar: gibi sevgi gostermiyorlar...” (ikinci diizey aile bireyleri)

K1: “... Akrabalar soguk davrandig1 i¢in onlara hi¢ gitmiyor.” (akrabalar ve komsular)

K8: “Ogretmeniyle arasi ¢ok iyi. Ayni 6gretmenle 3. yilimizdayiz ve birlikte cok giizel
iletisim kurarlar. Sevildigini anliyor ve gergekten sevildigini hissettiginde ona gére
davraniyor.” (6gretmen ve ¢ocuk)

Mezosistem

Sosyal alan baglar1

K11:“Bence gevre agisindan biz ¢ok sansliyiz. Bazen tanik oluyorum aileler dehset verici
seyler yasayabiliyorlar. Yasadigimiz yerde komsularim bana ¢ok destek oldu. Ben gevrenin
¢ok olumlu destegini gordiim...” (sosyal alan baglar)

Egzosistem

Ebeveyn

Ogretmen

Okul

K1: “Meslek sahibi olup daha iyi bir kazancim olmadigi i¢in maddi yonden sikint1 yasiyoruz.
Belki egitimim daha iyi olsaydi, daha kolay olurdu...”

K12:...“Cocugumun iletisimi 6gretmenden 6gretmene degisiyor. Baz1 dgretmenler ilgisiz
duyarsiz davranirken bazilari da positive enerji verebiliyor...” (6gretmen)

K9: “...Krese uyumda zorlandi ¢iinkii sinifi kalabalikti. Sonradan aligti ve uyum sagladi.”

Makrosistem

Egitim sistemi

Destek

Toplum

Kanunlar

iletisim araglari

K14: “Bu ¢ocuklarin birebir egitime ihtiyaclari oldugu sdyleniyor. Ancak bu egitim nasil
saglanacak o konuda bir ¢éziim yok. Ozel egitim merkezleri saatlerle siirli. Bu 6zel
durum(otizm) konusunda egitim almus kisiler de her zaman ¢alistirilmryor...”

K3: “... Duyu biitiinleme, yasam kogu olmasi lazim, golge 6gretmene ihtiyaglari var. Maddi
durumumuz yeterli olmadigi i¢in bu ihtiyaglar1 kargilayamiyoruz. Bu ihtiyaglar1 karsilama
asamasinda “’vakiflar’” aracilik gérevi yapabilir.” (destek)

K16: “... Toplumun bu konuda esnek olmamasi ve egitim seviyesi ¢cok dnemli. Kat1 bakis
agis1 arttikga ve egitim seviyesi diistiikkge bizim gocugumuza bakis agisi, anlayis diizeyi de
degisiyor. Bu da biz aileleri toplumdan uzaklastirtyor. Farkindalik ¢ok gibi gériiniiyor ancak
ailenin kendisinin ya da ¢ok yakinin bagina gelmemisse; biling sifir.” (toplum)

K14: “Birgok sey sahip oldugunuz, kendi imkanlariniza kalmis. Sunu biliyorum ki yasalar da
normal insana gore...”

K17: “Paylagimlari segerek izliyoruz. Sahtekarliga acik bir alan oldugu i¢in. Paylagim
yapmanin diginda aileler i¢in rehber olacak sekilde programlarlar diizenlenebilir. Medyada
farkindalik ¢aligmalari var. Bence farkindalik ¢alismalarindan ziyade bu ¢ocuklarin
niteliklerini destekleyecek sekilde ¢alismalarin yer almasi daha 6nemli. Cocuklarin
niteliklerini arttiracak sekilde paylasimlara farkindaliktan ziyade daha fazla yer verilmesi
gerektigini diisliniiyorum.” (iletisim araglari)

Kronosistem

Zaman

Katilim

K13:“Simdiye kadar herhangi bir duyarlilik ya da farkindalikla karsilasmadim. ..Insanlar
anlamadikc¢a onlara hicbir sey anlatamayiz. Bence insanin 6nce kalbi olmali. Bence insanlar
farkli higbir seye acik degil.”

K1: “Yaz aylarinda sosyallesebilecekleri, aktivitelerin oldugu kurslar yapilabilir. Kdy yerinde
daha ¢ok zorluk yastyorum. Insanlar uzaydan gelmis gibi bakiyorlar. Parka gittigimiz zaman
cocuklarin korkusu, insanlarmn bakisi tedirgin ediyor...” (topluma katilim)

Etik Kurul Onay1

Aragtirmanin verileri 2019 yili haziran ayinda toplanmistir. Katilimcilarla iletisime, aragtirmacilarin bir
sivil toplum kurulusu tarafindan Kapadokya bdlgesinde OSB tanist almis ¢ocuklar ve aileleri igin diizenlenen yaz
kampinda goniillii olarak katilmalariyla gegilmistir. Tiirkiye nin farkli bélgelerinde yasayan ailelerin katildig1 yaz
kampinda ¢ocuklar ve aileleri i¢in etkinlikler diizenlenmistir. Bu siirecte aragtirmacilar ailelerle birlikte kendi
calisma alanlarina yonelik atdlyeler yapmiglardir. Goniillii ¢aligmalar Oncesinde arastirmacilar tarafindan
¢ocuklarin ve ailelerin hayatin1 daha iyi tanimak ve anlamlandirmak adina biyoekolojik model kapsaminda
katilimcilarla goriismeler yapilmasina karar verilmistir. Bu goriismeler aragtirmacilarin goniillii faaliyetleri
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oncesinde cocuklar1 ve aileleri tanimalarini, planlama ve uygulama siirecinde katilimcilara yaklasim ve igerik
niteliginin gelistirilmesini de saglanmistir. Arastirma ekibinde ¢ocuk gelisimi, psikoloji ve okul dncesi egitim
alanlarinda ¢aligmalar1 bulunan akademisyenler yer almistir. Biitiin arastirmacilar, goriismelerde (veri toplama
siirecinde) ve goniillii ¢aligmalarda bulunmustur. Arastirmacilar tarafindan, kampta bulunan ailelerle iletigime
gegilerek aragtirma ve veri toplama siireci hakkinda bilgi verilmistir. Katilimcilarla goriisme yapilmadan dnce
katilimcilara arastirmayla ilgili bilgi verilmis, sézel ve yazili olarak onamlar1 alinmigtir. ULAKBIM TR DiZiN
Komitesi 2020 yili kararina gore bu arastirma Etik Kurul Karar1 gerektirmemektedir.

Bulgular

Katilimcilardan elde dilen nitel verilerin betimsel analizi sonucunda biyoekolojik modele dayali ana temalar
olugturulmustur. Sekil 2° de biyoekolojik modelde yer alan katmanlar kapsaminda ortaya ¢ikan alt temalar ve
kategoriler sunulmustur. Tablo 3'te (bk. Ek) katilimeilarin gocuklarin yasamlarina iligkin goriislerinin biyoekolojik
model kapsaminda degerlendirildigi temalar, alt temalar, kategoriler ve kodlar yer almaktadir.

Sekil 2

Biyoekolojik Modele Dayali Temalar Altinda Alt Temalar ve Kategoriler

. Egitim sistemi (isleyis, bakis)

Destek (Tiirti, hizmete ulasim)
Toplum (Toplumsal bakis, toplumsal
duyarlik)

Kanunlar (Yasamsal diizene etki)
Iletisim araglar1 (Sosyal medya,
televizyon)

Makrosistem

Egzosistem

Ebeveyn (Anne-baba meslek, anne egitim,
gelir)

Ogretmen (Egitim, kisilik 6zellikleri)
Okul (Okul deneyimi)

Sosyal alan baglar1 (Olumlu, olumsuz)

Mikrosistem

Bakim veren ve ¢ocuk (Olumlu iletigim,
olumsuz iletigim, iletisimi yonlendiren)
Diger aile bireyleri ve ¢ocuk (Baba,
kardesler, ikinci diizey aile bireyleri)
Yakin ¢evre ve cocuk (Akrabalar ve
¢ocuk)

Ogretmen ve cocuk (fletisim, iletigimi
yonlendiren)

Kronosistem Zaman (Degigim)
Katilim (Topluma
katilim)

Mikrosistem

Mikrosistem temasinda bakim veren ve ¢ocuk, diger aile bireyleri ve ¢ocuk, yakin ¢evre ve gocuk,
ogretmen ve cocuk alt temalar1 yer almaktadir. Bakim veren ve ¢ocuk alt temasi altinda; olumlu iletigim, olumsuz
iletisim ve iletisimi yonlendiren kategorileri bulunmaktadir. Iletisimi yonlendiren alt temas, iletisim siirecinde
yonlendirici roliinii {istlenen kisiye gore ebeveyn, cocuk ve karsilikli kodlar1 yer almaktadir. Yapilan goriismelerde
¢ocukla birebir ilgilenen ve bakim veren kisilerin ¢ogunlukla anne oldugu fark edilmistir. Bakim verenlerle
¢ocuklar arasindaki iletisimin daha ¢ok duygular1 anlamaya yonelik oldugu, ayrica sarilma, sevgi ve sefkat gibi
olumlu dzellikleri i¢inde barindirdig: goriilmistiir. Bununla birlikte bazi gocuklarin, zaman zaman 6fke ndbetlerini
de i¢inde barindiran diirtiisellik, 1srarcilik, bagimlilik, kiismek ve sitem etmek (iiziildiigiini 6fkelenmeden
belirtmek) gibi iletisimi etkileyen olumsuz davranislar gosterdikleri fark edilmistir. Ayrica aileler iletisim siirecini
ebeveyn veya cocuk olarak tek yonli ve hem ebeveyn hem de cocuklarin karsilikli oldugu cift yonlii
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yuriitmektedirler. Asagida, katilimcilarin bakim veren ve ¢ocuk alt temasina yonelik verdigi cevaplardan 6rnekler
sunulmustur.

K7: “Birbirimizi en iyi sekilde anlayabiliyoruz. Sozsiiz bile iletisim kuruyoruz.” (Bakim veren ve
cocuk/olumlu iletigim)

K11:“...Cocugumuz babasina ya da ablasina kiisebiliyor ama bana kiismez. Duygularini tam olarak ifade
edemese de anlatmaya/gdstermeye caligir. Kendisini ifade edemedigi icin sohbet edemeyiz.” (Bakim
veren ve gocuk/olumsuz iletigim)

KS8: “.. kriz yonetimlerimiz gayet iyi. Krize girmesine izin vermeden miidahale edebiliyorum.” (Bakim
veren ve ¢ocuk/iletisimi yonlendiren)

K13: “...Cocugumuz babasmma her istedigini yaptirir. Cocugumuz engelli oldugu i¢in de ona
kiyamiyoruz.” (Bakim veren ve ¢ocuk/iletisimi yonlendiren)

Diger aile bireyleri ve ¢cocuk alt temasi altinda; baba, kardesler ve ikinci diizey aile bireyleri (anneanne,
babaanne, dede, dayi, teyze vb. gibi) kategorileri bulunmaktadir. Babalarin bir¢ogunun ¢ocugun bakiminda
dogrudan etkili olmadig1 ancak ¢ocukla iletisim igerisinde olduklari dile getirilmistir. Cocuga bakim ve etkilesim
siirecinde olan anneyi yalniz birakma ve uzak gérme davraniglarini gosteren babalarla birlikte ¢ocugunu oldugu
gibi kabul eden, bakim siirecinde anneyle gorev paylagimi yapan, ¢ocuguyla ilgili ve olumlu etkilesim igerisinde
olan babalarin da oldugu goriilmektedir. Katilimcilar tarafindan anneanne, babaanne, dede, day1 veya teyze gibi
ikinci diizey aile bireylerinin, ¢ocuga bakim veren annelere bakima iliskin destek olduklari, gocukla olumlu
iletisim kurarak sevgi ve sefkat gosterdikleri ifade edilmistir. Olumlu etkilesimin nedenleri aile bireylerinin
¢ocukla birlikte yastyor olmasi, siire¢ iginde ¢ocugun gelisiminde goriilen ilerlemenin etkisi ve bakim verenin aile
bireylerine karsi tepkisinden ¢ekinme olarak aciklanmistir. Buna karsin bazi aile bireylerinin ise sevgi
gostermedikleri ve ¢ocuktan uzak durarak soguk davranis sergiledikleri ifade edilmistir. Katilimeilar, OSB’li
cocugun kardesleriyle ilgili bilgilere goriigme sirasinda ¢ok az yer vermis, ortaya konan ifadelerde de kardeslerin
OSB’li ¢ocukla iletisiminde yok sayma veya kiskanglik davranisinin oldugunu dile getirmislerdir. Asagida,
katilimcilarin diger aile bireyleri ve gocuk alt temasina yonelik verdigi cevaplardan drnekler sunulmustur.

K4: “...esimle iletisimi sifir, yani hi¢ sormaz bile. Sorar ama ben kizacagim i¢in sorar. Ben isterdim
benim yanimda olsun...” (Diger aile bireyleri ve ¢ocuk/baba)

K17: “...Cocuk anneanne, anne ve dayiyla birlikte yasiyor. Cogunlukla dayis1 ve teyzesiyle birlikte. Ayni
ortamda yasadig biitlin aile bireyleri, yerine gére ¢cocugun yasantisina dahil oluyor.” (Diger aile bireyleri
ve ¢ocuk/ikinci diizey aile bireyleri)

Yakin gevre ve ¢ocuk alt temasinda gocuklarin akrabalar ve komsularla iletisimine iligkin bulgular ortaya
konmustur. Gorligmelerde akrabalarda ve komsularda ¢cocugu kabul ederek olumlu etkilesim icerisine girme, oyun
oynama, sevgi ve sefkat gosterme davranislariyla birlikte ¢ocuktan uzak durma, ilgisiz olma, goriismeme gibi
soguk davraniglara iliskin gozlemler ifade edilmistir. Cocuklarin, 6gretmenleri ile olan iletisimlerine yonelik
iletisimi yonlendiren (iletisim siirecini baglatan ve siireci bigimlendiren), olumlu etkilesim, dinleme, sevgi ve
sefkat davranislarini igerisinde barindiran bulgulara ulasilmistir. Nitekim bazi ¢ocuklarin, 6gretmenlerine iligkin
olumsuz deneyimleri dile getirilmistir. Bu konuda ebeveynler bazi 6gretmenlerin ilgisiz, duyarsiz, donuk
davranmasindan; g¢ocugun olumsuz enerji almasindan ve sevgisiz davraniglarindan bahsetmistir. Asagida
katilimcilarin yakin gevre ve ¢ocuk alt temasi ile 6gretmen ve ¢ocuk alt temasina yonelik verdigi cevaplardan
ornekler sunulmustur:

K1: “...Akrabalar soguk davrandig i¢in onlara hi¢ gitmiyor.” (Yakin g¢evre ve g¢ocuk/akrabalar ve
komsular)

K35: “Onceden iyi olmadig1 i¢in okulunu degistirdik, su an iyi gidiyor.” (Ogretmen ve ¢ocuk/iletigim)
K7: “Cok iyi degil, cocuguma ilgi ve dnem gosterildigini hissedemiyorum. Cocugumun ilerlememe
nedeninin ilgisizlik ve Onemsenmeme oldugunu digiiniiyorum. Cocugun ilerleme gosterebilmesi
Ogretmenin ¢ocuga karsi hislerine bagli. Yilgin dgretmenler ilerleme olmayisini ev yasamina baglayip
aileleri sugluyorlar.” (Ogretmen ve ¢ocuk/iletisim)

K14: “Zaman zaman bazi 6gretmenlerde ¢ok olumsuzluklar yasadik. Okula gondermekte zorlandik...”
(Ogretmen ve cocuk/iletisim)

Mezosistem

Mezosistem temasinda, olumlu ve olumsuz kategorilerden olusan sosyal alan baglari alt temast yer
almaktadir. Sosyal alan igerisinde, ¢cocuklarin dislandiklari, ¢evredeki insanlar tarafindan olumsuz sdylem ve
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tepkilere maruz kaldiklar hatta bazi babalarin da ¢ocuklarina karst olumsuz davranig ve tepkilerde bulunduklari
goriilmektedir. Babalarin gosterdikleri olumsuz davranislar ise herhangi bir destek olmama, ilgilenmeme, ¢ocugu
gormezden gelme veya cocugun davranislarini bastirmaya calismama olarak ifade edilmistir. Bu tiir davranislarin
sonucu olarak annelerin kayg1 ve yalnizlik duygular1 yasadiklar fark edilmistir. Bununla birlikte, az sayida anne,
komsularindan destek gordiigiinii ve ¢ocugun kendi sectigi kisilerle iletisim kurmak istedigini olumlu deneyim
olarak aktarmistir. Asagida, katilimcilarin sosyal alan baglart alt temasma yonelik verdigi cevaplardan 6rnek
sunulmustur:

K12: “...Baz1 anneler ya da insanlar, ¢cocugumu gordiigiinde kendi g¢ocuklarini arkalarina sakliyorlar.
Benim ¢ocugum sakin ve temiz bir gocuk, bu davranig benim ¢ok agrima gidiyor hala boyle seylerle
kargilasabiliyorum.” (Sosyal alan baglari/olumsuz)

K8: “... Cocugum boyle, degistiremem. Kabul ediyorsa beni de bununla kabul etsin; bu sekilde
davrandim onlara. Bana “E. yi birak da gel” diyorlardi mesela. E. varken rahatsiz oluyorlardi.
Soylediklerini  yapsaydim kullanilacaktim ve E. ye wvakit aywramayacaktim.” (Sosyal alan
baglari/olumsuz)

Egzosistem

Egzosistem temasinda ebeveyn, 6gretmen ve okul alt temalar1 yer almaktadir. Ebeveyn alt temasinda anne
ve baba meslek kategorisi, anne kategorisi ve gelir kategorisi bulunmaktadir. Anneler, 6zellikle sahip olduklari
sosyo-ekonomik &zelliklerin gocuklarinin gelisim ve egitimini etkiledigini dile getirmislerdir. Ozellikle birgok
anne yeterli maddi gelirleri olmadiklart i¢in ¢ocuklarina ihtiyact olan bakimi ve egitimi sunamadiklarini ifade
etmislerdir. Katilimcilarin goriisiine gére OSB olan ¢ocuga sahip ailelerinin maddi olanaklarmin iyi olmasi
gerekmektedir. Bu durumu aileler, ¢ocuklari i¢in duyu biitiinleme, yasam kogu, golge 6gretmen, psikolog, daha
iyi okullar, spor okullari, diizenli havuz-yiizme ve acik hava etkinlikleri gibi ihtiyaglarin giderebilmesi 6rnekleri
iizerinden agiklamigtir. Bununla birlikte yaptiklart meslegin ¢alisma saatlerinden dolay1 ¢cocuklarina yeterli zaman
ayrramadiklarint belirten annelerin yaninda siirekli kendini gelistirmeye calisan ve bu konuda egitim almis
ebeveyn olmanin dnemini vurgulayanlar da goriilmiistiir. Asagida, katilimcilarin ebeveyn alt temasina yonelik
verdigi cevaplardan drnek sunulmustur:

K13: Sahip oldugumuz ekonomik durum, gocugumun hayatinda biiyiik 6nem tasiyor. Cocugum i¢in pek
cok yere basvurdum. Bircok kres ve psikologla gériistiim. Ornegin yeterli ekonomik durumum olsaydi
evde ¢ocugumun egitimi ile ilgilenen bir 6gretmeni olmasini isterdim. Hatta ancak bu yil bir krese
verebildim... ”(Ebeveyn/gelir)

K12: “Otizmde kaliteli iyi bir egitim almak isterseniz maddi durumunuz iyi olmali. Haftada 2 giin spor
okulu mesela ¢ok pahali. Otizmli gocuga iyi bir egitim i¢in en az ayda 10.000 geliriniz olmali. Keske bu
tip egitimler bu ¢ocuklar i¢in daha uygun fiyatli olabilse. 1 ay dnce paten, bisiklet siirme gibi etkinliklerin
oldugu bir egitime bagladik, su an cocugum ¢ok mutlu. Bu egitimle cocugum daha sakin ve uslu bir ¢ocuk
oldu ve ¢ok fayda gordii...” (Ebeveyn/gelir)

Ogretmen alt temas: icerisinde egitim ve kisilik 6zellikleri kategorileri bulunmaktadir. Katilimcilar
ogretmenlerin, kisisel 6zellikleri izerinde durmus ve bu kisilik 6zelliklerinin ¢ocugun gelisimini nasil etkiledigine
yonelik gozlemlerini anlatmislardir. Bu noktada hem hosgdriilii olma, sevecen ve tatl dilli olma ya da duygular1
anlama gibi olumlu 6zelliklerden hem de ilgisizlik, donuk ve mesafeli olma ya da otoriter olma gibi olumsuz
ozelliklerden bahsedilmistir. Ogretmenlerin OSB iizerine almis olduklari farkl1 egitimlerin 6nemi ve etkisi ifade
edilmistir. Okul alt temasinda ¢ocugun okula iligkin deneyimleri anlatilmigtir. Cocuklarin, okul igerisinde zaman
zaman akran zorbaligina maruz kaldiklari, sinif mevcudunun kalabalik olmas1 nedeniyle okula uyum gostermekte
zorlandiklart bildirilmigtir. Asagida, katilimecilarin 6gretmen alt temasina yonelik verdigi cevaplardan 6rnek
sunulmustur:

K13: “...Cocugumun dgretmenlerinden de sevgi gormesini bekliyorum, Onceki 6gretmeni gok donuktu,
onun ¢ocugumu sevdigine inanmiyordum. Sonraki 6gretmeni ¢ocugumu ¢ok sevdi, onu kucagina aldi,
tath sozler sdyledi. Ogretmenlerin kisilikleri nemli, gretmen civil civil olmali. Ik dgretmenimiz kiigiik
¢ocuklarla galismak istemiyordu, degistirdik.” (Ogretmen/kisilik 6zellikleri)

Makrosistem

Makrosistem temasinda egitim sistemi, destek, toplum, kanunlar ve iletisim araglari alt temalar1 yer
almaktadir. Egitim sistemi alt temasinda, egitimin isleyisi ve egitime bakis kategorileri bulunmaktadir. Egitim
sisteminin, egitimin isleyisi temasinda okullarin denetlenmemesi, ulagimin kisitli olmasi, egitim saatlerinin az
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olmasi ve Ozel egitimin pahali olmasma yonelik yasanilan problemlerden bahsedilmistir. Bununla birlikte,
cocuklarin egitiminin yaninda erken miidahale ile egitime erken yaslarda baglanmasinin da 6énemli oldugu ancak
bunun yeterli diizeyde saglanamadig1 yoniinde goriisler ortaya cikmistir. Asagida, katilimeilarin egitim sistemi alt
temasina yonelik verdigi cevaplardan 6rnekler sunulmustur:

K1: “...Egitim ¢ok yetersiz, egitim kalitesi yok. Egitim ailenin vicdanina kalmis durumda. Daha fazla
aktiviteler yapilmali bizim c¢ocuklar i¢in. Anne baba evine bile gidemiyoruz. Yaz aylarinda
sosyallegebilecekleri, aktivitelerin oldugu kurslar yapilabilir...” (Egitim sistemi/egitime bakig)

K14: “Bu g¢ocuklarin birebir egitime ihtiyaglar1 oldugu sdyleniyor. Ancak bu egitim nasil saglanacak o
konuda bir ¢dziim yok. Ozel egitim merkezleri saatlerle simirli. Bu 6zel durum (otizm) konusunda egitim
almis kisiler de her zaman calistirllmiyor. Gosterilenlerle gergekte olanlar ayni degil.” (Egitim
sistemi/egitime bakis)

Destek alt temasinda, destegin tiirii ve hizmete ulagim kategorileri bulunmaktadir. Annelerin, ¢ocuklar
icin duyu bitiinleme, spor faaliyetleri, psikoloji ve beslenme gibi farkli disiplin alanlarindan destek almak
istedikleri goriilmiistiir. Bir anne ise daha bireysel ve 6zel bir destek olarak hayatlarinda yasam kocu olmasini
istedigini dile getirmigtir. Katilimcilar bu ek hizmetlere ulasma noktasinda destegin yetersiz oldugunu, maddi
yetersizliklerle birlikte 6zellikle her sehirde bu imkanlar bulunmadigi i¢in yerlesim yerinin bu durumu etkiledigini
ifade etmistir. Ailelerin, farkli konuda uzman danismanligina ihtiyag duydugu, 6zellikle ilk tan1 alma agsamasinda
bilgilendirme ve yonlendirmelerde igerik eksikliklerinin oldugu goriilmektedir. Asagida, katilimcilarin destek alt
temasina yonelik verdigi cevaplardan 6rnekler sunulmustur:

K4: “...Ogretmenleri bu tiir destekler almamiz i¢in ydnlendiriyorlar ama ekonomik durumumuz
yetmiyor. Aldigim para yeterli olsaydi en azindan televizyondan uzaklastirabilirdim, at binmeye, duyu
biitiinleme merkezine gotiiriirdiim. Ucretsiz olacak sekilde i¢inde duyu biitiinleme vb. tiim egitimi
ihtiyaglarimizi karsilayacak yerler yok. Neden? Sinirli oranda sadece Istanbul gibi biiyiiksehirlerde var...”
(Destek/tiirii)

KS8: “Sosyo-ekonomik durumumuz iyi degil. E. bu sene spora bagladi spor okuluna gidiyor. Bensiz de
spor okullarina devam edebildi; ¢ok kolay bir ¢gocuk sonugta. Spor okullari ¢ok pahali, imkanimiz olsaydi
daha fazla ders aldirabilirdim. E.’yi havuz, a¢ik hava etkinlikleri, bisiklet gibi ¢ok daha fazla aktiviteye
gonderebilirdim. Haftanin ¢ogu giiniinii orada gegirebilirdi.” (Destek/tiirii)

Toplum alt temasinda toplumsal bakis ve toplumsal duyarhilik kategorileri bulunmaktadir. Toplumdaki
diger bireylerin 6zel gereksinimli ¢ocuklar ve OSB hakkinda bilgi sahibi olmadiklari, ayrica bu ¢ocuklara karsi
onyargili ve mesafeli olduklar1 belirtilmistir. Benzer sekilde toplumsal duyarlilik noktasinda, anneler toplumun bu
konuda duyarli ve destek olmadigina iliskin deneyim ve goriiglerini paylagmistir. Asagida, katilimcilarin toplum
alt temasina yonelik verdigi cevaplardan drnekler sunulmustur:

K4: “Cok etkiliyor. Arda sakinken bile disarda birinin sorusu veya sdyledigi s6z ya da verdigi tepkiler
olumsuz etkiliyor. Disaridaki higbir sey bize uymuyor. Ben insanlara aldiris etmemeyi 6grendim. Ama
bizim ¢ocuklarimiz bu hayatta varlar. Birileri istemiyor diye olmaz, her yere sokuyorum. Ama biiytidiikce
zorlagtyor, daha da azald1...” (Toplum/toplumsal duyarlilik)

K6: “Toplumun bu tarz ¢ocuklara bakis agilarini degistirmelerini beklerim bu ¢ocugu iyi etkilemiyor.
Cogu insanin hog goriisii yok, empati kuramiyorlar.” (Toplum/toplumsal duyarlilik)

Kanunlar alt temasinda, bircok anne bu konu hakkinda kanunlarin yeterli olmadigini ve kamuda
onceliklerinin olmadigini belirterek bu durumun yasamlarina olumsuz yansimalarini paylagsmiglardir. Bununla
birlikte bir anne, ¢evresindeki ailelerden sansli olduklarini belirterek haklarini bildigini ve devletten maas yardimi
aldigini belirtmistir. Asagida, katilimcilarin kanun alt temasina yonelik verdigi cevaplardan 6érnek sunulmustur:

K17: “Istismara agik bir alan. Maddi yonden kargiligini alamadan egitim aldirdik. Egitim ve fayda
kargilagtiginiz kisilerin vicdanma kalmig. Yasalar kesinlikle yeterli degil. Siirekli arastiriyoruz. Kendi
arastirmalarimizla el yordamiyla kurumlara ulastyoruz ancak kurumlarda bu ¢ocuklarin ¢ok da yeri yok.”
(Kanunlar/yasamsal diizene etki)

[letisim araglar1 alt temasinda sosyal medya ve televizyon kategorileri yer almaktadir. Ailelerin, Facebook
ve Whatsapp gibi sosyal medya aglarini kullanarak birbirlerine destek olmaya ¢aligtiklar1 goriilmiistiir. Nitekim
zaman zaman online platformlarda konuya iliskin samimi (i¢ten) olmayan paylasimlarin oldugu da belirtilmistir.
Insanlarin, belirli giinlerde gostermelik ¢aligmalar yaptiklar1 ya da sosyal medyada paylasim yapinca gérevlerini
yerine getirdiklerini diigiindiikleri ama is destek olmaya veya uygulamaya geldiginde ¢ocuklardan uzak duruldugu
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ifade edilmistir. Bununla birlikte kanit temelli olmayan ya da sézde bilimsel (pseudo-scientific) miidahaleleri
iceren uygulamalardan bahsedilmistir. Ayrica televizyonda yayinlanan diziler, filmler ve g¢esitli programlarda
konuya iliskin yanhs aktarimlarin oldugu ya da programlarin yetersiz oldugu aktarilmistir. Ozellikle sosyal
medyanin sustimal ve sahtekarliga agik bir alan oldugu i¢in konuyla ilgili ailelere rehber olacak nitelikli
caligmalara ve kanit temelli (evidence-based) miidahalelere ihtiyag¢ oldugu dile getirilmigtir. Nitekim sozde
bilimsel uygulamalarla ilgili bilgi yayilimi ailelere biiyilk zaman, ekonomik ve gelisimsel kayiplar
yasatabilmektedir. Asagida, katilimcilarin iletisim araglari alt temasina yonelik verdigi cevaplardan &rnekler
sunulmustur:

K14: “Konuyla ilgili yaymlar ¢ok yetersiz, gelistirilmeli, online bir seyler yapilabilir, medyada
farkindalik calismalar yapilabilir. Cok izlenen dizilerde farkindalig: artiric1 mesajlar verilebilir.” (letigim
araglari/televizyon)

K9: “Internette Facebook ve Whatsapp gruplari var ve ben de onlara dahilim. Anneler bu gruplarda kendi
deneyimlerini ve yeni Ogrendikleri seyleri paylasiyorlar ben de okuyorum ve bilgileniyorum.
Okulumuzda da farkli faaliyetler oluyor. Digerlerinin bilinglenmesi bence 6nemli. Otobiiste mesela birisi
S.” ye soru soruyor S. anlamiyor. Digerleriyle konusmadan temas kurmaya galistyor ve digerleri de S.” yi
anlamiyorlar. TV kullanarak insanlar1 bilinglendirebiliriz, dizilerde mesela otizm igleniyor ama biz bile
anlayamiyoruz...” (letisim araglari/sosyal medya)

Kronosistem

Kronosistem temasinda zaman ve katilim alt temalar1 yer almaktadir. Aileler OSB konusunda son
zamanlarda toplumun farkindaliklarini arttirmaya yonelik ¢alismalarm oldugunu ancak bu ¢alismalarin
arttirllmasmi  beklediklerini bildirmislerdir. Bu durumu bir anne, “Insanlar sosyal medyada paylasim
yaptiklarinda bu ¢ocuklara iligkin sorumluklarint yerine getirdigini saniyor.” seklinde ifade etmistir. Ayrica
katilimcilar ¢ocuklarin  yasama katilm noktasinda kisitli alanlar igerisinde hareket edebildiklerini,
sosyallesemediklerini dile getirmislerdir. Asagida, katilimcilarin zaman ve katilim alt temalarina yonelik verdigi
cevaplardan 6rnek sunulmustur:

K12: “Son zamanlarda daha da artti ama yine de yetersiz oldugunu diisiiniiyorum. Insanlarm
farkindaliklar1 desteklenebilir. Davranislar1 degistirilebilir ve bilinglendirme ¢alismalar1 yapilabilir...”
(Zaman/degigim)

K7: “Kendi yasadigim cevrede herkesten uzaklastim. Hi¢bir ortama giremiyorum. Genel yerlerde bile
anneler ¢cocuguma kendi ¢ocuklarmin yaklagmasini istemiyorlar. Cocugum ise sosyallik istiyor. Benimle
degil, diger ¢ocuklarla iletisim kurmak istiyor. Ancak bu miimkiin olmuyor...” (Katilim/topluma katilim)

Tartisma

Aragtirma sonuglarina bakildiginda OSB’li ¢ocugun temel bakimint {stlenen, ihtiyaglarinin
giderilmesinde daha fazla sorumluluk alan ve ¢ocugun en etkili iletisim kurdugu kisinin ¢ogunlukla anne oldugu
goriilmiistiir. Toplumun anneye atfettigi rollerle birlikte ailede 6zel gereksinime ihtiyact olan bir ¢ocugun varligt
diisiiniildiigiinde bu bulgu sasirtic1 degildir. Arastirmanin bulgularina benzer sekilde alanyazinda OSB’li gocugu
olan annelerin ev i¢inde birgok rolii {istlenirken (McAuliffe vd., 2019), babalarin ¢ogunlukla evi ge¢indirmek i¢in
calisma sorumlulugunu aldiklar1 ve annelerin OSB’li ¢ocukla daha fazla zaman gegirdigini (Hickey vd., 2020)
gosteren ¢aligmalar bulunmaktadir. Bununla beraber OSB tanis1 almis ¢ocuga sahip babalarla ger¢eklesen bir
aragtirmada babalarin cocugunun gelisimiyle ilgili kaygi duydugu, ¢cocugun gelisim ve egitim siirecinde caba ile
miicadele gosterdigi ve OSB tanisinin babanin kigisel gelisimi ve olgunlagmasi tizerinde etkili oldugu bildirilmistir
(Camilleri, 2022). Grebe ve digerlerinin (2022) ¢alisgmasinda ise OSB tanisi almis ¢ocugu olan annelerin babalara
gore daha fazla stresli olduklarii bildirdikleri ve basa ¢ikma stratejilerini daha fazla kullandiklar1 sonuglarina
ulastlmistir. Ev i¢i sorumluluk paylagiminin, zorluklarla bag etmenin ve OSB tanili cocuga bakim vermenin anne
ve baba arasinda ortaya cikan farkliliklarinin pek ¢ok sebebi olabilir. Babanin kamusal alanda evin finansal
sorumlugunu, annenin de 6zel alanda ¢ocuga bakim sorumlulugunu iistlenmesi, aile dinamikleri, aile yapisi,
toplumsal cinsiyet rolleri ve pek ¢ok faktor bu sebeplere 6rnek verilebilir. Ailede OSB’li bir ¢ocugun yer almasiyla
aile iiyelerinin kendi iglerinde ve toplumdaki diger insanlarla etkilesimleri de farklilagmaktadir (bk. Tablo 2).
Ornegin Pinto ve digerlerinin (2016) calismalarmda OSB’li ¢ocukla olan iletisimin, anne-baba dahil olmak iizere,
¢ocugun tanisin1 kabul etmeyen, duygusal baglar1 kopuk, onyargili ve mesafeli davranan aile iiyelerinden
etkilendigi gortlmektedir. Benzer sekilde cocuklar1 OSB tanis1 aldiktan sonra bazi ailelerin rahatlama, bazi
ailelerin ise depresyon yasadigini; bazi ebeveynlerin akrabalarindan ¢gocugun bakimi i¢in destek alirken bazilarimin
en yakin akrabalari tarafindan yargilandigi bildirilmektedir (Downes vd., 2021). Ayrica alanyazinda OSB’li

Aydilek-Ciftci vd. 2023, 24(4)



OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 534

gocugu olan annelerin genis aile destegi, arkadaslik ya da diger kaynaklardan olumsuz tepkiler aldiklarini (Bishop
vd., 2007) gosteren calisma sonuglart bulunmaktadir (Carr & Lord, 2013; Kuru & Piyal, 2018). Nitekim Das ve
digerlerinin (2017) Hindistan’da yaptiklar1 bir ¢alismada bu bulgulardan farkli olarak OSB’li ¢ocuga sahip
ebeveynlerin kendi genis aileleriyle, arkadaglariyla ve komsulariyla olumlu etkilesimler kurarak bu bireylerden
destek aldiklart sonucuna ulagilmistir. Arastirmalarin sonuglart gostermektedir ki OSB’li ¢ocuk, ailesi ve diger
bireyler aras1 etkilesim diizeyiyle bu etkilesimin igerigi agisindan bazi farklihiklar gériilmektedir. Ornegin bu
¢alismada OSB’li ¢ocugu olan ailelerin bazi akrabalarinin ¢ocuga sevgi ve sefkatli yaklasirken, bazilarinin sevgi
gostermedikleri ve ¢ocuktan uzak durarak soguk davranislarda bulundugu goriilmistiir (bk. Tablo 2). OSB’li
¢ocuklarin diirtiisel ve problem davranislari diger bireylerin ¢ocuk ve aileye yaklasiminda belirleyici faktor
olabilir. Ayrica anne, baba ve kardesler de dahil olmak iizere diger bireylerin farkliliklari ve OSB tanisini kabul
diizeyleri, kisilik 6zellikleri, OSB hakkindaki duygu ve diisiinceleri, psikolojik dayaniklilik diizeyleri ve daha
bircok faktor kisiler arasi iletisimde belirleyici olmus olabilir.

OSB’li ¢cocuga sahip aileler ¢ocuklarin egitimleri, egitim {icretleri, sosyal ve egitsel faaliyetlere katilim,
egitim ve kaynaklara ulagim gibi pek ¢ok konuda zorluk yasamaktadir. Alanyazinda OSB’li cocugu olan ailelerin
maddi giliglik yasadiklari, saglik hizmetleri (Kogan vd., 2008), egitim hizmetleri ve kaynaklara ulagmada
zorlandiklarin1 (Bonis, 2016) gosteren g¢alismalar bulunmaktadir. Bununla beraber Gholipour ve digerlerinin
(2023) calismasinda ebeveynler duygusal, maddi ve sosyal destek ihtiyaglarinin oldugunu ancak bu ihtiyaglari
stirekli giderecek kaynaklarin olmadigini ve varsa da bu kaynaklar hakkinda bilgi sahibi olmadiklarim ifade
etmistir. OSB’li ¢ocugu olan ailelerin, ¢ocuklarmin aldiklart egitimi yeterli bulmadiklarini1 ve kurumlarda uzman
kisiler ile bilgiye ulagsmanin gii¢ oldugu (Giile¢-Aslan vd., 2014; Mameghani vd., 2019), ailelerin sinirli sayida
kurum ve kurulusa erisim saglayabildikleri (Altun & Kasim, 2019; Yassibag vd., 2019) sonuglarina ulagan
calismalar mevcuttur. Sarol ve digerleri (2020) tarafindan yapilan bir ¢alismada da OSB’li ¢ocugu olan anneler,
¢ocuklarin ve kendilerinin destek alabilecekleri kurum ve kuruluglarin nicel ve niteliksel olarak yetersiz oldugunu
dile getirmislerdir. Bu arasgtirma sonucunu destekler nitelikte nitel arastirma ydntemiyle gerceklesen bir
aragtirmada ebeveynler OSB dostu merkezlere ihtiya¢ duyduklarini ifade etmislerdir (Gholipour vd., 2023). Bu
bulgularin aksine Pepperell ve digerleri (2018) tarafindan Avustralya’da ger¢eklesen bir ¢alismada OSB’li cocuga
sahip anne ve babalar, uzmanlara ve kurumlara rahatlikla erisebildiklerini ve bu durumdan memnuniyetlerini dile
getirmislerdir. Avustralya’da gergeklesen bu c¢alisma sonuglarindaki farklilik 6zel gereksinimli bireylere ve
ailelere sunulan hizmetler veya egitim sisteminden kaynakli olabilir. Bu aragtirmada ise OSB’li ¢ocugu olan
ailelerin, bulunduklari makrosistem icerisinde 6zellikle egitim ve destek kaynaklarma ulagsmada zorlandiklar
gOriilmistiir. Bu dogrultuda kendi ¢abalariyla sosyal medya ve ¢esitli iletisim araglarini kullanarak kendileri gibi
OSB’li ¢ocugu olan annelerden destek aldiklar1 fark edilmistir. Bu durum annelerin kendi imkanlartyla iletisim
kanallar1 olusturmalari, sosyal alana katilim, ¢ocugun egitiminin ve gelisiminin desteklenmesi ya da benzeri
konularda siirekli destege ihtiya¢ duyduklarini diisiindiirmektedir. Bu duruma yonelik olarak alanyazinda yer alan
kanita dayali egitim ve uygulamalardan bahsedilebilir. Kanita dayali uygulamalar ilgili amaca yonelik olarak
standartlarin belirlendigi, seffaf, sistematik (Mullen, 2014), gegerli ve giivenilir, uygun veri analizleri iceren,
uygun bilimsel yontemlerle yapilandirilmis ve bagimsiz uzmanlarin degerlendirdigi uygulamalardir (Collins &
Salzberg, 2005; Vuran & Melekoglu, 2022). Ornegin Amerika’da OSB’li cocuklari egitimleri i¢in, 6gretmenler,
profesyoneller ve okul personeline yonelik kanit temelli uygulamalarla gelistirilmis bir rehber bulunmaktadir
(Randolph, 2015). Benzer sekilde OSB’li bireylerin egitimlerinde kanita dayali uygulamalar i¢in kriterler
belirlenmistir (Otizm Spektrum Bozuklugu Ulusal Profesyonel Gelisim Merkezi [NPDC], 2020; Sam vd., 2020).
Tirkiye’de de kanita dayali uygulamalarin ve egitim programlarinin olusturulmasi ve yayginlastirilmasinin,
ailelerin siirekli destek almasi ve ¢ocugun egitim ihtiyaglarinin giderilmesi noktasinda énemli goriilmektedir.
Ebeveynlerin kaynaklar hakkinda bilgiye erigmesi, becerilerinin desteklenmesi ve kaynaklardan faydalanmasi
amaciyla gelistirilecek biiyiik 6lgekli ¢aligmalarin OSB’li ¢ocuk ve ailelerine destek olacagi soylenebilir. Ayrica
aile egitim 6gretim programlarinin gelistirilmesi ve yayginlagtirilmasi ile i¢eriginin ailelerinin ihtiyaglarina gore
planlanmasi ¢ocuk ve ailelerin potansiyellerinin desteklenmesinde biiyiik bir rol oynayabilir.

Katilimcilar, OSB tanisinin makrosistem igerisinde yer alan medya ve iletisim araglarinda yetersiz ya da
yanlig bir sekilde ifade edildigini diiginmektedir. Waltz (2012) OSB tanismnin ve konuyla ilgili farkindalik
calismalarinin kitle iletisim araglarinda dikkatli ve etkili ele alinmasi gerektigini vurgulamistir. Ornegin
“Cocugunuzun otizmli olma ihtimali sporcu olma ihtimalinden daha yiiksektir” gibi bir ifade OSB’nin
yayginligiyla ilgili topluma bilgi vermektedir. Nitekim bunun gibi farkindalik ya da dikkat ¢ekme girigimlerinin
OSB’li bireylere merhamet duyma ya da toplumu korkutma tizerine oldugu goriilmektedir. Konuyla ilgili baska
bir calismada ise OSB ile ilgili haberlerin sayisimin arttig1 ancak haber igeriklerinin cogunlukla OSB’li bireyleri
olumsuz sekilde etiketledigi ifade edilmistir (Holton, Farrell & Fudge, 2014). Benzer sekilde Avustralya'da yapilan
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bir ¢alismada 2016-2019 yillar1 arasinda yazili basinda yer alan OSB ile ilgili bilgiler incelenmistir. Sonug olarak
yayinlarda OSB ile ilgili ¢ok detayl1 bilgilerin yer almadigi, yayinlarin OSB’nin en temel &zelliklerini icerdigi ve
miidahale programlarina vurgu yapildig: fark edilmistir (Baroutsis vd., 2021). Gazetelerde ¢ogunlukla OSB
tanisiyla ilgili haberlerin ayrimeilik igerdigi (Muhamad & Yang, 2017) yoniinde ¢aligmalar vardir. Ayrica bilimsel
gerceveyle olusturulmamis haberlerde OSB ile ilgili yanlig bilgilerin yer aldigi, OSB’li bireylerin yardima muhtag,
merhamet edilmesi gereken bireyler olarak gosterildigi ve OSB’li bireyin ailenin bir sorunu oldugu gibi igerikleri
olan haberlerin yer aldigin1 (Bie & Tang, 2015) gosterir ¢alismalar da bulunmaktadir. Toplum i¢in bilgi kaynagi
olarak goriilen medya ve kitle iletigim araglarinda bilimsel dayanagi olan ve kanita dayali bilgilerin yer almasi
gerektigi diisiiniilmektedir. Bu duruma 6rnek olarak Amerika’da 2002 yilinda ABD Egitim Bakanlig1 biinyesinde
kurulan “What Works Clearinghouse (WWC)” birimi 6rnek verilebilir (Collins & Salzberg, 2005). WWC, egitim
alaninda gergeklesen programlar, uygulamalar, politikalar ve materyalleri sistematik bir sekilde, bilimsel kanitlara
dayali olarak incelemektedir. Incelenen yaymlar WWC’nin WEB sitesinde kanit diizeyi belirtilerek
derecelendirilmektedir (U.S. Department of Education, t.y.). Bu dogrultuda medya ve kitle iletigsim araglarinda
OSB’yle ilgili yer alan igeriklerin bilimsel kanitlara dayali olup olmadiginin incelenmesi ve kanita dayali bilgilerin
yayginlasmasi 6nemlidir. Kanita dayali uygulamalarla toplumdaki diger bireylerin OSB hakkinda farkindaliklarini
desteklemeye yonelik ¢alismalar gergeklesebilir, OSB’li bireyleri etiketlemeden/damgalamadan uzak, bireyleri
kapsayici ifadelerin kullanimina dikkat ¢ekilebilir. Bu uygulamalarin gériiniirliigiiniin artmasi ve bilimsel kanitlara
dayali olarak gelistirmesinin toplumsal biitiinlesme i¢in destekleyici olacag soylenebilir.

Aileler, ¢cocuklarinin mikrosistem diizeyinde en yakin ¢evresinden makrosisteme kadar toplumda farkli
sekilde olumsuz etiketlenmeye maruz kaldiklarint ve dislandiklarini ifade etmislerdir. Literatiirde bu bulgulari
destekleyen calismalar bulunmaktadir (Bonis, 2016; O’Hare vd., 2021; Tok vd., 2016). Bu olumsuz
etiketleme/damgalama, OSB’li ¢cocugun ve ailesinin en yakin ¢evrelerinden baslayarak okul, egitimci ya da
okuldaki diger bireyler tarafindan yapilmaktadir (Altun & Kasim, 2019; Uz & Kaya, 2018). OSB’li ¢ocugu olan
anneler, farkli sosyal ¢evrelerde “lakap takildigini, diglandiklarini, diger insanlarin bakislariyla bile taciz ediliyor
gibi hissettiklerini, olumsuz damgalandiklarini ve tepkiyle karsilastiklarii™ ifade etmislerdir (Copuroglu &
Mengi, 2014). Benzer sekilde Salleh ve digerlerinin (2020) meta-analiz ¢alismasinda OSB’li ¢ocuklarin ailelerinin
sosyal ¢evrelerinden suglanma ve yargilanma gibi olumsuz duygular hissettikleri, ¢ocuklarmin uyumsuz davranis
ve dig goriiniis gibi 6zellikleri dolayisiyla damgalanabildikleri ve bunun sonucunda utang duyduklari bildirilmistir.
OSB’li g¢ocuk ve ailelerine yonelik olan toplum tarafindan kabul edilmeme, elestirilme, damgalanma gibi
otekilestirme iizerine olan tutumun ¢ok boyutlu, kokli ve farkli sebeplere dayali olarak ortaya g¢iktig
diisiiniilmektedir. Ornegin normal gelisim gosteren cocuklarin aileleri, kendi ¢ocuklarmin OSB’li ¢ocugun
uyumsuz davraniglarimi model alabilecegini diisiiniiyor olabilir. Toplumda yalnizca OSB’li degil, ‘farkli
ozelliklere sahip’ olan bireylerin kabulii i¢in ¢ok erken dénemden itibaren kapsayici-biitiinlestici uygulamalarla
nitelikli duyarlilik ¢aligmalarinin verimli bir sekilde hayata gegirilmesi 6nemli goriilmektedir. Yine bu dogrultuda
OSB’li gocuk ve ailelere yonelik giiclendirme c¢alismalarinin yayginlagtirilmast ve desteklenmesi gerektigi
diisiintilmektedir.

Katilimeilar, egzosistem diizeyinde o6gretmenlerin sahip olduklari mesleki yeterlilikler ve kigisel
ozelliklerin yansimast hakkinda farkli gorisler dile getirmislerdir. Bazi anneler ¢ocuklarinin devam ettikleri
okuldan, dgretmenlerden, aldiklar1 egitimlerden memnunken bazi anneler verilen egitimin yetersiz oldugunu,
ogretmenlerin mesleki ve kisilik olarak uygun olmadigini, cocuklarin okul deneyimlerinin olumsuz oldugunu ifade
etmistir. Alanyazininda ebeveynlerin OSB konusunda bilgi sahibi olmayan, ailenin ve ¢ocugun karsilastig
zorluklari anlamayan (Silva & Schalock, 2012), 6nyargili olan ve yeterli donanima sahip olmayan (Altun & Kasim,
2019) ogretmenlerle karsilastiklarini ifade ettikleri ¢alismalar bulunmaktadir. Ayrica egitimin OSB’li ¢ocuk i¢in
uyarlanmasinda sorunlar yasandigini (Harstad vd., 2013) gosteren ¢alismalar da mevcuttur. Bazi ¢aligmalarda da
ogretmenlerin nitelikli, donanimli, OSB konusunda bilgili ve destekleyici oldugu (Callahan vd., 2008), ayrica okul
kaynaklarmdan yararlanarak dgretim ydntemi zenginlestirip uyarlayan ve OSB’li ¢ocugun bulundugu simiflarda
olumlu bir hava yaratan 6gretmenlerin (Clark vd., 2020) oldugu goriilmektedir. OSB’li ¢ocuklarin egitimlerinde
belli standartlar olsa da bunlarin uygulamaya gegirilmesi kurumlara ve kisilere, kaynaklara, zamana ve daha pek
cok faktdre bagli olabilir (Lindsay vd., 2013). Ogretmenlerin, OSB konusunda bilgi diizeyleri arttikga, OSB’li
gocuga yoOnelik olumlu tutum gelistirme egilimleri de artmaktadir (Lu vd., 2020). Bu noktada 6gretmenlerin
aldiklar egitim, kisilik 6zellikleri, okulun sahip oldugu kaynaklar, okul personelinin engelligi kabul diizeyi gibi
degisken faktorler, sonuglarda ortaya ¢ikan farkliliklar1 agiklayabilir.
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Sonuc ve Oneriler

Arastirmada mikrosistem diizeyinde, genel olarak aile igerisinde ¢ocukla birebir etkilesime giren ve bakim
veren kisilerin anneler oldugu goriilmistiir. Cocuga bakim ve etkilesim siirecinde anneyi yalniz birakma ve uzak
gorme davraniglarin1 gosteren babalarla birlikte ¢ocugunu oldugu gibi kabul eden ve bakim siirecine katilarak
katilim gosteren babalarin da bulundugu ortaya ¢ikmugtir. Mezosistem diizeyinde sosyal alan igerisinde, ¢ocuklarin
dislandiklari, ¢evredeki insanlar tarafindan olumsuz sdylem ve tepkilere maruz kaldiklar1 bu tiir davranislarin
sonucu olarak annelerin kaygi ve yalnizlik gibi olumsuz duygular yagadiklar1 goriilmistiir. Egzosistem diizeyinde,
ebeveynlerin sahip olduklari sosyo-ckonomik ozelliklerin ve 6gretmenlerin kisilik 6zelliklerinin gocuklarin
gelisim ve egitimini etkiledigi goriilmiistiir. Yeterli maddi gelirleri olmayan ebeveynler, ¢ocuklarina ihtiyaci olan
bakimi ve egitimi sunamadiklarini ifade etmislerdir. Makrosistem diizeyinde, okullarin yetersiz denetimi, egitime
smirl erigim, egitim saatlerinin yetersizligi ve pahali 6zel egitim gibi egitim sisteminin isleyisinde karsilasilan
bazi sorunlar tespit edilmistir. Toplumun ¢ocuklar ve konu iizerine bilgi sahibi olmadig1, ayrica ¢ocuklara karst
onyargili ve mesafeli oldugu belirtilmistir. Katilimceilarin ¢ogu kanunlarin yeterli olmadigin1i ve kamuda
onceliklerinin olmadigini belirterek bu durumun yasamlaria olumsuz yansimalarmi paylasmustir. Ulkemizdeki
alanyazin1 incelendiginde, OSB’li ¢ocuklarin aileleriyle yapilan caligmalarda engelli bireyleri ilgilendiren
kanunlarin kabulii ve uygulanmasina iliskin farkindalik ve goriislerin yer aldigi ¢aligmalara rastlanmamistir. Bu
aragtirmanin bulgusuna gore ise ¢aligmaya katilan annelerden yalnizca biri (k11) kanunlarin farkinda oldugunu
ifade ederken ii¢ anne ise kanunlari yetersiz buldugunu dile getirmistir. Diger katilimcilarin ise kanunlarla ilgili
hicbir goriis beyan etmedikleri goriilmiistiir. Konuyla ilgili olarak iilkemizde daha fazla arastirmaya ihtiyag
duyuldugu diisiiniilmektedir. Ailelerin, Facebook ve Whatsapp gibi sosyal medya aglarini kullanarak birbirlerine
destek olmaya calistiklar1 goriilmiistiir. Nitekim online platformlarda ve televizyonda konuya iliskin yanlis
aktarimlarin olabildigi ya da programlarin yetersiz oldugu belirlenmistir. Kronosistem diizeyinde, son zamanlarda
toplumsal yonde insanlarin farkindaliklarini arttirmaya yonelik ¢alismalarin oldugu saptanmistir ancak bu konu
hakkinda farkindalik ve bilinglendirme c¢alismalarinin daha da nitelik ve nicelik olarak gelistirilmesi
beklenmektedir.

Bu ¢aligmada 2019 yil1 haziran ayinda Kapadokya bolgesinde OSB tanist almis ¢ocuklar ve aileleri igin
diizenlenen yaz kampinda aragtirmaya goniillii olarak katilmay1 kabul eden 17 katilimer yer almigtir. Caligmanin
amaci kapsaminda elde edilen bulgular bu baglama 6zgiidiir. Bu yiizden diger ortamlara, baglamlara ya da
popiilasyonlara genellenemez. Calisma sonuglarina gére OSB’li ailelere destek olabilecek, onlar1 gliglendirecek,
tan1 ve siire¢ hakkinda bilgi ve paylasimda bulunabilecek ve gocugun egitiminde yardimci olabilecek girisimlerin
uygulama boyutunda gii¢lendirilmesi gerektigi onerilmektedir. Bununla beraber OSB’li ¢ocugu olan anne ve
babalarin birbirlerine destek olup paylasimda bulunacagi platformlarin artmasi, bu platformlarda alanda uzman
kisilerin yer almasi ve ailelerin bu platformlara kolay erisim saglayabilmesi ailelerin dayanikliligini destekler
nitelikte goriilmektedir. Elde edilen sonuglara gére OSB’li ¢ocuklarin duyu biitiinleme, spor faaliyetleri, psikolojik
destek ve beslenme gibi farkli alanlarda egitimlere ve destege ulagsma konusunda yasadiklar1 zorluklar1 gidermede
sivil toplum kuruluslart ve kamu kurum ve kuruslarinca gelistirilen projelerin ailelere yardimc olarak bu boslugu
doldurabilecekleri sdylenebilir. Ayrica toplumsal odakta 6n yargilardan ve etiketlemeden uzak, bireyleri kapsayict
farkindalik caligmalarinin kitle iletisim araglari, medya ve online platformlarda daha sik yer almasi gerektigi
disiiniilmektedir. Bu ¢aligmalarin kanit temelli bilimsel bilgiler 15181nda gergeklestirilmesi ve yayginlastirilmasi
onemlidir.

Sonuglara gore kanita dayali uygulamalarin, egitimlerin ve politikalarin yayginlastirilmas: gerektigi
sOylenebilir. Bu noktada yapilacak bilimsel ¢aligmalarda, OSB’li ¢ocuklar, aileler, okul personelleri ve uzmanlar
icin destekleyici miidahaleler incelenip degerlendirilebilir. Elde edilen sonuglarla bireysel farkliliklarin ve
standartlarin odaginda uygun rehberler gelistirip yayginlastirilabilir.

Yazarlarin Katki Diizeyleri

Aragtirmanin birinci ve ikinci yazari verilerin toplanmasi, verilerin analizi, makalenin yazim siireci ve
diizenlemelerde gorev almistir. Arastirmanin tgiincliniin yazarinin yiriittigi gorevler verilerin toplanmasi ve
makalenin ilk versiyonun diizenlenmesidir. Aragtirmanin doérdiincii yazar ise verilerin analizi ve makalenin ilk
versiyonunun yazim siirecinde katkilarini sunmustur.

Aydilek-Ciftci vd. 2023, 24(4)



OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 537

Kaynaklar

Altun, T., & Kasim, $. (2019). Otizmle yolculuk: Otizmli ¢ocuklara sahip ailelerin ¢cocuklarinin egitimine yonelik
gorislerinin incelenmesi. Sosyal Politika Calismalart Dergisi, 19(42), 11-40.

Altunisik, R., Coskun, R., Yildirim, E., & Bayraktaroglu, S. (2001). Sosyal bilimlerde aragtirma yontemleri.
Sakarya Kitabevi.

American Psychiatric Association. (2013). Diagnostic and statistical manual of mental disorders (5th ed.).
https://doi.org/10.1176/appi.books.9780890425596

Ayyash, M., Ayyash, M., Saad, F., Alaouie, M., & Blackwood, R. A. (2023). A comparison of the experiences,
challenges and coping strategies for parents of children with autism residing in the United States and The
Arab  World. Journal of the National Medical Association, 115(2), 254-262.
https://doi.org/10.1016/j.jnma.2023.01.017

Baroutsis, A., Eckert, C., Newman, S., & Adams, D. (2021). How is autism portrayed in news media? A content
analysis of Australian newspapers articles from 2016-2018. Disability & Society, 38(6), 1-24.
https://doi.org/10.1080/09687599.2021.1971067

Bie, B., & Tang, L. (2015). Representation of autism in leading newspapers in China: A content analysis. Health
Communication, 30(9), 884-893. https://doi.org/10.1080/10410236.2014.889063

Bishop, S. L., Richler, J., Cain, A. C., & Lord, C. (2007). Predictors of perceived negative impact in mothers of
children with autism spectrum disorder. American Journal on Mental Retardation, 112(6), 450-461.
https://doi.org/10.1352/0895-8017(2007)112[450:POPNI11]2.0.CO;2

Bonis, S. (2016). Stress and parents of children with autism: A review of literature. Issues in Mental Health
Nursing, 37(3), 153-163. https://doi.org/10.3109/01612840.2015.1116030

Bronfenbrenner, U. (1994). Ecological models of human development. International Encyclopedia of Education,
3(2), 37-43.

Bronfenbrenner, U. (1977). Toward an experimental ecology of human development. American Psychologist,
32(7), 513-531. https://doi.org/10.1037/0003-066X.32.7.513

Bronfenbrenner, U. (1986). Ecology of the family as a context for human development: Research perspectives.
Developmental Psychology, 22(6), 723-742. https://doi.org/10.1037/0012-1649.22.6.723

Bronfenbrenner, U., & Morris, P. A. (2007). The bioecological model of human development. In W. Damon & R.
M. Lerner (Eds.), Handbook of child psychology (Vol. 1; pp. 793-828). John Wiley & Sons.
https://doi.org/10.1002/9780470147658

Brown, H. K., Ouellette-Kuntz, H., Hunter, D., Kelley, E., & Cobigo, V. (2012). Unmet needs of families of
school-aged children with an autism spectrum disorder. Journal of Applied Research in Intellectual
Disabilities: JARID, 25(6), 497-508. https://doi.org/10.1111/j.1468-3148.2012.00692.x

Callahan, K., Henson, R. K., & Cowan, A. K. (2008). Social validation of evidence-based practices in autism by
parents, teachers, and administrators. Journal of Autism and Developmental Disorders, 38(4), 678-692.
https://doi.org/10.1007/s10803-007-0434-9

Camilleri, L. J. (2022). Exploring the lived experiences of fathers of children on the autism spectrum: A narrative
inquiry. SAGE Open, 12(2), 1-13. https://doi.org/10.1177/21582440221089927

Carr, T., & Lord, C. (2013). Longitudinal study of perceived negative impact in African American and Caucasian
mothers ~ of  children  with  autism  spectrum  disorder.  Autism, 17(4), 405-417.
https://doi.org/10.1177/1362361311435155

Cassidy, J. (2008). The nature of the child’s ties. In J. Cassidy & P. R. Shaver (Eds.), Handbook of attachment:
Theory, research, and clinical applications (2nd ed.; pp. 3-22). The Guilford Press.

Chapman, R. (2020). The reality of autism: On the metaphysics of disorder and diversity. Philosophical
Psychology, 33(6), 799-819. https://doi.org/10.1080/09515089.2020.1751103

Aydilek-Ciftci vd. 2023, 24(4)


https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1016/j.jnma.2023.01.017
https://doi.org/10.1080/09687599.2021.1971067
https://doi.org/10.1080/10410236.2014.889063
https://doi.org/10.1352/0895-8017(2007)112%5b450:POPNII%5d2.0.CO;2
https://doi.org/10.3109/01612840.2015.1116030
https://doi.org/10.1037/0003-066X.32.7.513
https://doi.org/10.1037/0012-1649.22.6.723
https://doi.org/10.1002/9780470147658
https://doi.org/10.1111/j.1468-3148.2012.00692.x
https://doi.org/10.1007/s10803-007-0434-9
https://doi.org/10.1177/21582440221089927
https://doi.org/10.1177/1362361311435155
https://doi.org/10.1080/09515089.2020.1751103

OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 538

Clark, M., Adams, D., Roberts, J., & Westerveld, M. (2020). How do teachers support their students on the autism
spectrum in Australian primary schools? Journal of Research in Special Educational Needs, 20(1), 38-
50. https://doi.org/10.1111/1471-3802.12464

Creswell, J. W. (2013). Nitel arastirma yontemleri: Bes yaklasima gore nitel arastirma ve aragtirma deseni (M.
Biitiin & S. B. Demir, Cev.; 3. baski). Siyasal Kitapevi. (Orijinal kitabin yayn tarihi 2002)

Creswell, J. W. (2014). Arastirma deseni: Nitel, nicel ve karma yontem yaklagimlar: (S. B. Demir, Cev.). Egiten
Kitap.

Collins, S., & Salzberg, C. (2005). Scientifically Based research and students with severe disabilities: Where do
educators find evidence-based practices? Rural Special Education Quarterly, 24(1), 60-63.
https://doi.org/10.1177/875687050502400111

Constantino, J. N., & Charman, T. (2016). Diagnosis of autism spectrum disorder: Reconciling the syndrome, its
diverse origins, and variation in expression. The Lancet Neurology, 15(3), 279-291.
https://doi.org/10.1016/S1474-4422(15)00151-9

Cattik, M. (2022). Otizm spektrum bozuklugu: Tarihce, tanim, smiflandirma, yaygimlik. I. H. Diken (Ed.), Erken
cocuklukta otizm spektrum bozuklugu, temel bilgiler iginde (ss. 2-16). Pegem Akademi Yayincilik.

Copuroglu, Y. C., & Mengi, A. (2014). Toplumsal dislanma ve otizm. Turkish Studies (Elektronik), 9(5), 607-626.
https://doi.org/10.7827/TurkishStudies.6993

Croen, L. A., Najjar, D. V., Ray, G. T., Lotspeich, L., & Bernal, P. (2006). A comparison of health care utilization
and costs of children with and without autism spectrum disorders in a large group-model health plan.
Pediatrics, 118(4), 1203-1211. https://doi.org/10.1542/peds.2006-0127

Danis, M. Z. (2006). Davranis bilimlerinde ekolojik sistem yaklagimi. Sosyal Politika Calismalar: Dergisi, 9(9),
45-54. https://doi.org/10.21560/spcd.05027

Das, S., Das, B., Nath, K., Dutta, A., Bora, P., & Hazarika, M. (2017). Impact of stress, coping, social support,
and resilience of families having children with autism: A North East India-based study. Asian Journal of
Psychiatry, 28, 133-139. https://doi.org/10.1016/].ajp.2017.03.040

Downes, N., Lichtlé, J., Lamore, K., Oréve, M.-J., & Cappe, E. (2021). Couples’ experiences of parenting a child
after an autism diagnosis: A qualitative study. Journal of Autism and Developmental Disorders, 51(8),
2697-2710. https://doi.org/10.1007/s10803-020-04744-5

Gail-Williams, P., Sears, L. L., & Allard, A. (2004). Sleep problems in children with autism. Journal of Sleep
Research, 13(3), 265-268. https://doi.org/10.1111/j.1365-2869.2004.00405.x

Gholipour, K., Ghiasi, A., Shahrokhi, H., Dadashi, Z., Javanmard, S., Tabatabaei, S. H., & lezadi, S. (2023).
Perceptions of the professionals and parents of children with autism spectrum disorders about autism
services; A qualitative study. Journal of Autism and Developmental Disorders, 53(1), 96-109.
https://doi.org/10.1007/s10803-021-05388-9

Giorgi, A., & Giorgi, B. (2003). Phenomenology. In J. A. Smith (Ed.), Qualitative psychology: A practical guide
to research methods (pp. 25-50). Sage.

Gray, D. E. (2002). Ten years on: A longitudinal study of families of children with autism. Journal of Intellectual
and Developmental Disability, 27(3), 215-222. https://doi.org/10.1080/1366825021000008639

Grebe, S. C., Mirg, S. S., Kim, H., & Keller-Margulis, M. A. (2022). Comparing fathers’ and mothers’ perspectives
about their child’s autism spectrum disorder. Journal of Autism and Developmental Disorders, 52(4),
1841-1854. https://doi.org/10.1007/s10803-021-05077-7

Giileg-Aslan, Y., Cihan, H., & Altin, D. (2014). Otizm spektrum bozuklugu tanili ¢ocuk sahibi annelerin
deneyimleri. Elektronik Sosyal Bilimler Dergisi, 13(50), 96-111. https://doi.org/10.17755/esosder.41128

Hardman, M. L., Egan, M. W., & Drew, C. J. (2016). Human exceptionality: School, community, and family.
Cengage Learning.

Aydilek-Ciftci vd. 2023, 24(4)


https://doi.org/10.1111/1471-3802.12464
https://doi.org/10.1177/875687050502400111
https://doi.org/10.1016/S1474-4422(15)00151-9
https://doi.org/10.7827/TurkishStudies.6993
https://doi.org/10.1542/peds.2006-0127
https://doi.org/10.21560/spcd.05027
https://doi.org/10.1016/j.ajp.2017.03.040
https://doi.org/10.1007/s10803-020-04744-5
https://doi.org/10.1111/j.1365-2869.2004.00405.x
https://doi.org/10.1007/s10803-021-05388-9
https://doi.org/10.1080/1366825021000008639
https://doi.org/10.1007/s10803-021-05077-7
https://doi.org/10.17755/esosder.41128

OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 539

Harstad, E., Huntington, N., Bacic, J., & Barbaresi, W. (2013). Disparity of care for children with parent-reported
autism spectrum disorders. Academic Pediatrics, 13(4), 334-339.
https://doi.org/10.1016/j.acap.2013.03.010

Hickey, E. J., Hartley, S. L., & Papp, L. (2020). Psychological well-being and parent-child relationship quality in
relation to child autism: An actor-partner modeling approach. Family Process, 59(2), 636-650.
https://doi.org/10.1111/famp.12432

Holton, A. E., Farrell, L. C., & Fudge, J. L. (2014). A threatening space?: Stigmatization and the framing of autism
in the news. Communication Studies, 65(2), 189-207. https://doi.org/10.1080/10510974.2013.855642

Kogan, M. D., Strickland, B. B., Blumberg, S. J., Singh, G. K., Perrin, J. M., & van Dyck, P. C. (2008). A national
profile of the health care experiences and family impact of autism spectrum disorder among children in
the United States, 2005-2006. Pediatrics, 122(6), e1149-e1158. https://doi.org/10.1542/peds.2008-1057

Kuru, N., & Piyal, B. (2018). Perceived social support and quality of life of parents of children with autism.
Nigerian Journal of Clinical Practice, 21(9), 1182-1189. https://doi.org/10.4103/njcp.njcp_13 18

Lee, G. K. (2009). Parents of children with high functioning autism: How well do they cope and adjust? Journal
of Developmental and Physical Disabilities, 21(2), 93-114. https://doi.org/10.1007/s10882-008-9128-2

Lindsay, S., Proulx, M., Thomson, N., & Scott, H. (2013). Educators’ challenges of including children with autism
spectrum disorder in mainstream classrooms. International Journal of Disability, Development and
Education, 60(4), 347-362. https://doi.org/10.1080/1034912X.2013.846470

Ling, C. Y. M., Mak, W. W. S., & Cheng, J. N. S. (2010). Attribution model of stigma towards children with
autism in Hong Kong. Journal of Applied Research in Intellectual Disabilities, 23(3), 237-249.
https://doi.org/10.1111/j.1468-3148.2008.00456.x

Lu, M., Zou, Y., Chen, X,, Chen, J., He, W., & Pang, F. (2020). Knowledge, attitude and professional self-efficacy
of Chinese mainstream primary school teachers regarding children with autism spectrum disorder.
Research in Autism Spectrum Disorders, 72. https://doi.org/10.1016/j.rasd.2020.101513

Ludlow, A., Skelly, C., & Rohleder, P. (2012). Challenges faced by parents of children diagnosed with autism
spectrum disorder. Journal of Health Psychology, 17(5), 702-711.
https://doi.org/10.1177/1359105311422955

Mameghani, S. S., Gengoglu, C., Ersanli, E., & Dicle, A. N. (2019). Otizmli ¢ocuga sahip ebeveynlerin otizme
iliskin goriisleri: Tiirkiye ve Iran 6rnekleminde karsilastirmali nitel arastirma. Amasya Universitesi Egitim
Falkiiltesi Dergisi, 8(2), 442-470. https://dergipark.org.tr/en/pub/amauefd/issue/50660/630561

Merriam, S. (2014). Qualitative research: A guide to design and implementation. Wiley.

McAuliffe, T., Thomas, Y., Vaz, S., Falkmer, T., & Cordier, R. (2019). The experiences of mothers of children
with autism spectrum disorder: Managing family routines and mothers’ health and wellbeing. Australian
Occupational Therapy Journal, 66(1), 68-76. https://doi.org/10.1111/1440-1630.12524

Muhamad, J. W., & Yang, F. (2017). Framing autism: A content analysis of five major news frames in U.S.-based
newspapers. Journal of Health Communication, 22(3), 190-197.
https://doi.org/10.1080/10810730.2016.1256453

Mullen, E. J. (2014). Evidence-based knowledge in the context of social practice. Scandinavian Journal of Public
Health, 42(13 Suppl), 59-73. https://doi.org/10.1177/1403494813516714

Muuss, R. E. H. (2006). Theories of adolescence (6th ed.). McGraw-Hill Publishers.

O’Hare, A., Saggers, B., Mazzucchelli, T., Gill, C., Hass, K., Shochet, I., Orr, J., Wurfl, A., & Carrington, S.
(2021). ‘He is my job’: Autism, school connectedness, and mothers’ roles. Disability & Society, 38(1), 1-
22. https://doi.org/10.1080/09687599.2021.1976110

Otizm Spektrum Bozuklugu Ulusal Profesyonel Gelisim Merkezi. (2020). Evidence-based practices.
https://autismpdc.fpg.unc.edu/evidence-based-practices

Ozdemir, S. (2007). Family-Centered early intervention services. E-Journal of New World Sciences Academy,
3(2), 321-334. https://dergipark.org.tr/tr/download/article-file/186003

Aydilek-Ciftci vd. 2023, 24(4)


https://doi.org/10.1016/j.acap.2013.03.010
https://doi.org/10.1111/famp.12432
https://doi.org/10.1080/10510974.2013.855642
https://doi.org/10.1542/peds.2008-1057
https://doi.org/10.4103/njcp.njcp_13_18
https://doi.org/10.1007/s10882-008-9128-2
https://doi.org/10.1080/1034912X.2013.846470
https://doi.org/10.1111/j.1468-3148.2008.00456.x
https://doi.org/10.1016/j.rasd.2020.101513
https://doi.org/10.1177/1359105311422955
https://dergipark.org.tr/en/pub/amauefd/issue/50660/630561
https://doi.org/10.1111/1440-1630.12524
https://doi.org/10.1080/10810730.2016.1256453
https://doi.org/10.1177/1403494813516714
https://doi.org/10.1080/09687599.2021.1976110
https://autismpdc.fpg.unc.edu/evidence-based-practices
https://dergipark.org.tr/tr/download/article-file/186003

OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 540

Ozdemir, S. (2008). A paradigm shift in early intervention services from child-centeredness to family centeredness.
Education Sciences, 3(2), 321-331. https://doi.org/10.12739/10.12739

Patel, P. A. (2011). Bioecological theory of development. In S. Goldstein & J. A. Naglieri (Eds.), Encyclopedia of
child behavior and development (pp. 247-249). Springer. https://doi.org/10.1007/978-0-387-79061-
9 438

Patton, M. Q. (2014). Nitel arastirma ve degerlendirme yontemleri (M. Biitin & S. B. Demir, Cev.). Pegem
Akademi.

Pepperell, T. A., Paynter, J., & Gilmore, L. (2018). Social support and coping strategies of parents raising a child
with autism spectrum disorder. Early Child Development and Care, 188(10), 1392-1404.
https://doi.org/10.1080/03004430.2016.1261338

Pinto, R. N. M., Torquato, I. M. B., Collet, N., Reichert, A., Souza Neto, V., & Saraiva, A. M. (2016). Infantile
autism: Impact of diagnosis and repercussions in family relationships. Rev Gaiicha Enferm, 37(3).
https://doi.org/10.1590/1983-1447.2016.03.61572

Randolph, M. (2015). Evidence-based practice and autism in the schools (4n educator’s guide to providing
appropriate interventions to students with autism spectrum disorder). National Autism Center.

Salleh, N. S., Abdullah, K. L., Yoong, T. L., Jayanath, S., & Husain, M. (2020). Parents’ experiences of affiliate
stigma when caring for a child with autism spectrum disorder (ASD): A meta-synthesis of qualitative
studies. Journal of Pediatric Nursing, 55, 174-183. https://doi.org/10.1016/j.pedn.2020.09.002

Sam, A. M., Cox, A. W., Savage, M. N., Waters, V., & Odom, S. L. (2020). Disseminating information on
evidence-based practices for children and youth with autism spectrum disorder: AFIRM. Journal of
Autism and Developmental Disorders, 50, 1931-1940. https://doi.org/10.1007/s10803-019-03945-x

Sarol, H., Aydn, 1., Giimiisboga, 1., Giingérmiis, H., & Alici, Y. (2020). Otizmli ¢ocuga sahip ebeveyn perspektifi
ile serbest zaman ve fiziksel aktivite. Ankara Universitesi Beden Egitimi ve Spor Yiiksekokulu
SPORMETRE Beden Egitimi ve Spor Bilimleri Dergisi, 18(1), 144-155.
https://doi.org/10.33689/spormetre.589006

Scattone, D., Wilczynski, S. M., Edwards, R. P., & Rabian, B. (2002). Decreasing disruptive behaviors of children
with autism using social stories. Journal of Autism and Developmental Disorders, 32(6), 535-543.
https://doi.org/10.1023/a:1021250813367

Scarcelli, C. M., Krijnen, T., & Nixon, P. (2021). Sexuality, gender, media. Identity articulations in the
contemporary media landscape. Information, Communication & Society, 24(8), 1063-1072.
https://doi.org/10.1080/1369118X.2020.1804603

Schalock, R. L. (1994). Quality of life, quality enhancement, and quality assurance: Implications for program
planning and evaluation in the field of mental retardation and developmental disabilities. Evaluation and
Program Planning, 17(2), 121-131.

Schuntermann, P. (2002). Pervasive developmental disorder and parental adaptation: Previewing and reviewing
atypical development with parents in child psychiatric consultation. Harvard Review of Psychiatry, 10(1),
16-27. https://doi.org/10.1080/10673220216207

Seok, J. W., Soltis-Vaughan, B., Lew, B. J, Ahmad, A, Blair, R. J. R, & Hwang, S. (2023).
Psychopharmacological treatment of disruptive behavior in youths: Systematic review and network meta-
analysis. Scientific Reports, 13(1). https://doi.org/10.1038/s41598-023-33979-2

Shea, L. C., Hecker, L., & Lalor, A. R. (2019). From disability to diversity: College success for students with
learning disabilities, ADHD, and autism spectrum disorder. The National Resource Center for The First-
Year Experience.

Silva, L. M., & Schalock, M. (2012). Autism parenting stress index: Initial psychometric evidence. Journal of
Autism and Developmental Disorders, 42(4), 566-574. https://doi.org/10.1007/s10803-011-1274-1

Smith, J. A. (Ed.) (2003). Qualitative psychology: A practical guide to research methods. Sage.

Aydilek-Ciftci vd. 2023, 24(4)


https://doi.org/10.12739/10.12739
https://doi.org/10.1007/978-0-387-79061-9_438
https://doi.org/10.1007/978-0-387-79061-9_438
https://doi.org/10.1080/03004430.2016.1261338
https://doi.org/10.1590/1983-1447.2016.03.61572
https://doi.org/10.1016/j.pedn.2020.09.002
https://doi.org/10.1007/s10803-019-03945-x
https://doi.org/10.33689/spormetre.589006
https://doi.org/10.1023/a:1021250813367
https://doi.org/10.1080/1369118X.2020.1804603
https://doi.org/10.1080/10673220216207
https://doi.org/10.1038/s41598-023-33979-2
https://doi.org/10.1007/s10803-011-1274-1

OTIZM SPEKTRUM BOZUKLUGUNA SAHIP COCUGUN YASAMINA BIYOEKOLOJIK BAKIS 541

Tok, M., Sari, S., & Tiifek, G. (2016). Otizm bilinci ve otizmli ¢ocugu olan ailelerin yasadigi problemler (Anadolu
otizm  vakfinda egitim  goren ogrenci  aileleri  drnegi). TUBITAK  projesi.
https://www.academia.edu/31377938/Otizm_Bilinci_ve Otizmli_%C3%870cu%C4%9Fu_Olan_Ailele
rin_Ya%C5%9Fad%C4%B1%C4%9F%C4%B1 Problemler Anadolu_Otizm Vakf%C4%Blnda E%
C4%9Fitim_G%C3%B6ren_%C3%96%C4%9Frenci_Aileleri %C3%96rne%C4%9Fi

Tudge, J. R. H., Mokrova, I., Hatfield, B. E., & Karnik, R. B. (2009). Uses and misuses of Bronfenbrenner’s
bioecological theory of human development. Journal of Family Theory & Review, 1(4), 198-210.
https://doi.org/10.1111/j.1756-2589.2009.00026.x

Tiirniikld, A. (2000). Egitim bilim arastirmalarinda etkin kullanilabilecek nitel bir arastirma teknigi: Gorlisme.
Kuram ve Uygulamada Egitim Yontemi, 24(24), 543-559.
https://dergipark.org.tr/en/pub/kuey/issue/10372/126941

U.S. Department of Education. (2023). What work clearinghouse. https://ies.ed.gov/ncee/wwc/FWW

Uz, S., & Kaya, K. (2018). Otizmli ¢ocuklara ve ailelerine yonelik damgalama. Journal of History Culture and
Art Research, 7(1), 663-683. https://doi.org/10.7596/taksad.v7i1.1411

Vuran, S., & Melekoglu, M. (2022). Ozel egitimde kanit temelli uygulamalarin kalite gostergeleri ve
smiflandirilmast: Alanyazin derlemesi. Dokuz Eyliil Universitesi Buca Egitim Fakiiltesi Dergisi, 54,
1286-1313. https://doi.org/10.53444/deubefd.1150919

Vuran, S., & Turhan, C. (2012). Sosyal 6ykiiler. S. Vuran (Ed.), Sosyal yeterliklerin gelistirilmesi i¢inde (ss. 167-
182). Vize Yayincilik.

Waltz, M. (2012). Images and narratives of autism within charity discourses. Disability & Society, 27(2), 219-233.
https://doi.org/10.1080/09687599.2012.631796

Wendorf Muhamad, J., & Yang, F. (2017). Framing autism: A content analysis of five major news frames in U.S.-
based newspapers. Journal of Health Communication, 22(3), 190-197.
https://doi.org/10.1080/10810730.2016.1256453

Yassibas, U., Sahin, C. H., Colak, A., & Toprak, O. F. (2019). Cocuklar1 otizm spektrum bozuklugu olan ailelerin
yasam deneyimlerine yonelik yapilan ¢alismalarin incelenmesi: Meta-sentez ¢alismasi. Egitimde Nitel
Arastirmalar Dergisi, 7(1), 86-113. https://doi.org/10.14689/issn.2148-2624.1.7¢1s.4m

Yildirim, A., & Simsek, H. (2005). Sosyal bilimlerde nitel arastirma (5. baski). Segkin Yaymecilik.

Aydilek-Ciftci vd. 2023, 24(4)


https://www.academia.edu/31377938/Otizm_Bilinci_ve_Otizmli_%C3%87ocu%C4%9Fu_Olan_Ailelerin_Ya%C5%9Fad%C4%B1%C4%9F%C4%B1_Problemler_Anadolu_Otizm_Vakf%C4%B1nda_E%C4%9Fitim_G%C3%B6ren_%C3%96%C4%9Frenci_Aileleri_%C3%96rne%C4%9Fi_
https://www.academia.edu/31377938/Otizm_Bilinci_ve_Otizmli_%C3%87ocu%C4%9Fu_Olan_Ailelerin_Ya%C5%9Fad%C4%B1%C4%9F%C4%B1_Problemler_Anadolu_Otizm_Vakf%C4%B1nda_E%C4%9Fitim_G%C3%B6ren_%C3%96%C4%9Frenci_Aileleri_%C3%96rne%C4%9Fi_
https://www.academia.edu/31377938/Otizm_Bilinci_ve_Otizmli_%C3%87ocu%C4%9Fu_Olan_Ailelerin_Ya%C5%9Fad%C4%B1%C4%9F%C4%B1_Problemler_Anadolu_Otizm_Vakf%C4%B1nda_E%C4%9Fitim_G%C3%B6ren_%C3%96%C4%9Frenci_Aileleri_%C3%96rne%C4%9Fi_
https://doi.org/10.1111/j.1756-2589.2009.00026.x
https://dergipark.org.tr/en/pub/kuey/issue/10372/126941
https://ies.ed.gov/ncee/wwc/FWW
https://doi.org/10.7596/taksad.v7i1.1411
https://doi.org/10.53444/deubefd.1150919
https://doi.org/10.1080/09687599.2012.631796
https://doi.org/10.1080/10810730.2016.1256453
https://doi.org/10.14689/issn.2148-2624.1.7c1s.4m

& . : Ankara University Faculty of RESEARCH
Educational Sciences

Journal of Special Education Recieved Date: 15.12.22
Accepted Date: 10.08.23
2023, 24(4), 523-541 Online First: 24.08.23

A Bioecological Approach to the Life of a Child with Autism Spectrum
Disorder

Miinire Aydilek-Cift¢i*='! Ugur Hassamancioglu =2

Demet Vadi*'3 ismail Berat Uzun " *

Abstract

Introduction: The aim of this study was to examine the lives of children with autism spectrum disorder from the
perspective of the bioecological theory.

Method: The research was designed as a descriptive phenomenological study focusing on the participants' descriptions
and experiences of living with autism spectrum disorder. The starting point of descriptive phenomenology involves
concrete descriptions of the events experienced by the participants from the perspective of their everyday life. Seventeen
caregivers of children with autism spectrum disorder participated in the study. Semi-structured interview technique was
used to collect the data.

Findings: As a result of data analysis, the following sub-themes emerged: caregiver and child, other family members
and child, immediate environment and child, teacher and child, the school in the microsystem; social field ties in the
mesosystem; parent and teacher in the exosystem; the education system, support, community, laws, and communication
tools in the macrosystem; and time and participation in the chronosystem.

Discussion: When a child is diagnosed with autism spectrum disorder, the interactions of family members within
themselves and with other people in society differ. Many factors such as the level of acceptance of the diagnosis of
autism spectrum disorder by other individuals including parents and siblings, personality traits, and their opinions about
autism spectrum disorder may have been determinant in interpersonal communication. The views on the teachers'
approach can be explained by the education and personality traits of the teachers. In addition, variables such as the
resources of the school or the level of acceptance of disability by the school staff may also have been effective in the
results.

Conclusion and Recommendations: Mothers were the primary caregivers of children, that the socioeconomic
characteristics of parents and the personality traits of teachers affected children's development and education, and that
the society was prejudiced and distant towards children due to lack of knowledge about children and the subject. It was
expected that the quality and quantity of social awareness-raising activities would be improved. Parents who did not
have sufficient financial income stated that they could not provide their children with the care and education they needed.
It is believed that non-governmental organizations can help children with autism spectrum disorder access training and
support in different disciplines such as sensory integration, sports activities, psychology, and nutrition.

Keywords: Children with autism, bioecological model, ecological systems theory, ecological, families with children with
special needs, family, phenomenological research.
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Introduction

Autism spectrum disorder (ASD) is a neurodevelopmental disorder characterized by limited and repetitive
behaviors in the areas of social interaction and communication, which manifests itself early in life (American
Psychiatric Association, 2013). Deficits experienced by individuals with ASD in cognitive, sensory, social, and
various other developmental domains significantly impact not only their quality of life but also the quality of life
of their families, schools, and other social groups to which they belong (Schalock, 1994; Schuntermann, 2002). In
a study, it was indicated that the level of impairment in a child with ASD, parental perceptions of their child, and
the experience of uncertain situations have an impact on parental quality of life (Warter, 2009).

ASD is a neurodevelopmental condition that continues to be actively researched, characterized by
unanswered questions. Individuals with ASD can exhibit a wide range of diverse characteristics within the
spectrum (Cattik, 2022). While common behavioral traits can be observed among individuals diagnosed with ASD,
there is a diversity in their genetic, neurological, psychological, and behavioral features (Chapman, 2020;
Constantino & Charman, 2016; Shea et al., 2019). Although ASD can be diagnosed early in life, the process of
diagnosis and subsequent experiences involve challenges for parents in various contexts, including professionals'
behavior, the educational process, societal perceptions of ‘autism," and numerous difficulties faced by parents
(Ayyash et al., 2023). Consequently, parents of children with ASD may experience more negative mental health,
higher levels of stress, anxiety, and depression compared to parents of typically developing children (Lee, 2009).
Longitudinal studies with families have shown that ASD poses various financial and spiritual challenges for
families to sustain their lives (Gray, 2002). Hardman et al. (1996) suggested that parents, due to their children's
dependency, may not have enough time for each other, leading to reduced intra-family relationships. Continuing
the child's education may impose an additional burden on the household economy, resulting in increased stress
levels within the family. Nealy et al. (2012) found that relationships between spouses were negatively affected
after their child received an ASD diagnosis. Croen et al. (2006) reported that lifetime expenses for raising a child
with ASD are approximately twice as high as for non-ASD children. Hastings and Brown (2002) also stated that
parents of children with ASD experience higher levels of anxiety and depression and higher stress levels compared
to parents of children with other special needs or typically developing children.

Children with ASD exhibit destructive behaviors, such as aggression, difficulties in self-regulation,
impulsive actions, posing threats to others' safety, and struggling to adhere to social norms, which differ
significantly from those observed in other children (Scattone et al., 2002; Seok et al., 2023). Due to their inadequate
performance in skills like perceiving social stimuli, understanding, and using gestures and facial expressions, these
children are prone to problem behaviors. These behavioral differences give rise to various challenges among family
and community members, and parents often feel guilty due to their children's destructive behaviors (Ling et al.,
2010; Vuran & Usluer, 2012). In this context, it can be asserted that the effects of ASD are not limited to the
diagnosed individual and their family but also extend to the child's environment and all members of society
(Copuroglu & Mengi, 2014; Williams et al., 2004).

The experiences of children with ASD and their families, as well as the developmental experiences of
children with ASD, are structured and interpreted within the framework of Bronfenbrenner's "Bioecological
Model." The Bioecological Model attempts to explain human development by considering dimensions of
interconnected or unrelated systems and processes that influence development, with a focus on individual and
group development centered around biopsychological characteristics (Bronfenbrenner & Morris, 2007).

Bronfenbrenner's theory of human development has evolved and has been approached through various
conceptual frameworks. Essentially, the theory addresses the relationship between individuals and their
environments, as well as the interactions between individuals and environmental systems that influence the
individual's experiences (Bronfenbrenner, 1977, 1986). Initially known as the "Ecological Systems Theory," the
theory was later referred to as the "Bioecological Model" with the addition of new models and concepts. The model
emphasizes the interactions of factors such as family, peers, teachers, media, institutions, culture, and more, which
exert influence on individuals during the developmental process, referred to as the chronosystem (Patel, 2011, p.
246). The model discusses systems ranging from the microsystem to the macrosystem, encompassing systems
from the closest to the farthest reach.

The microsystem includes individuals and relationships with whom the person interacts daily. This layer,
which has the most critical impact on human development, primarily includes the family, peer groups, and school.
The mesosystem consists of connections between two or more microsystems, such as relationships between peers
and family, and interactions between parents and teachers that impact the child's participation in the educational
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process, independence, and academic skills (Bronfenbrenner, 1994). The exosystem is a system in which the
individual does not directly participate but is indirectly affected. The impact of parental work-related stress and
intensity on children's development can be cited as an example in this layer. Similarly, the social relationships of
families and interactions with the neighborhood or community where they reside, can indirectly influence the
individual's experiences (Bronfenbrenner, 1994). The macrosystem is a complex structure that encompasses
cultural values, belief systems, lifestyles, socioeconomic status, and laws of society. The focus of the macrosystem
lies in the interactions between individuals and social systems and organizations. Social policies, poverty,
inequality, and the reflections of social pressures are situated within this layer. Finally, the chronosystem
encompasses all layers and incorporates changes that occur over time in the social-historical process. Changing
family structures, daily routines, socioeconomic status (Bronfenbrenner, 1994), the longitudinal effects of a
specific event, or changes in child education can be cited as examples of the chronosystem (Bronfenbrenner &
Morris, 2007). In Bronfenbrenner's (1986) developed bioecological model, the individual cannot be considered
independent from their environment. The bioecological model emphasizes that supporting the individual's
development cannot be achieved solely through interventions directed at the individual; rather, development occurs
through the interaction of all layers, from the center to the environment (Ozdemir, 2007, 2008). Therefore, it is
crucial to consider the developmental characteristics of children with ASD from a multidimensional perspective,
from the center to the environment. Scientific research has shown that living with a child with ASD affects not
only family members but also the family's surroundings and the broader society from a social perspective (Brown
etal., 2012; Cassidy, 2008; Ludlow et al., 2012). This study aims to describe the lives of children with ASD within
the framework of the bioecological model. In this regard, this research aims to:

1. Examine the experiences of parents of children with ASD within the context of the bioecological model,
including microsystem, mesosystem, exosystem, macrosystem, and chronosystem.

2. Gain an in-depth understanding of the environmental factors and their interactions that influence the
experiences and lives of parents and children.

3. Reveal the opinions, thoughts, and expectations of families regarding environmental factors.
Method

In the study, a phenomenology methodology was employed to detail the lives of children with ASD from
an ecological theory perspective. The method allows an in-depth examination of phenomena that we are aware of
but do not have an in-depth and detailed insight. This study aims to present the lives of children with ASD in detail
from the perspective of the bioecological model. It was designed as a descriptive phenomenological study focusing
on how individuals describe what they experience or how they experience what they experience in the focus of the
bioecological model. In the research, the bioecological model has drawn a framework for the descriptive design
process, especially in data collection and data analysis (e.g., determining themes, etc.). Edmund Husserl stated that
studies should be reflected through the experience of the individual, as the way the individual experiences the
world is the reality, he/she has experienced. This approach is used to understand people's thoughts, feelings, and
perceptions and is concerned with the individual characteristics of each experience. The starting point of
descriptive phenomenology involves concrete descriptions of the events experienced by the participants from the
perspective of everyday life. Therefore, concrete examples, words, and descriptions are used. It seeks to uncover
the underlying structures and foundations of consciousness and subjective experience and emphasizes the
importance of subjective consciousness as the basis of all objective knowledge. It focuses on the language that
individuals can use to describe their thoughts and experiences. At this point, it allows individuals to describe their
current experiences or memories (Giorgi & Giorgi, 2003; Merriam, 2014). Within the scope of
descriptive/descriptive qualitative research design, the semi-structured interview technique was preferred for data
collection (Creswell, 2013; Patton, 2014). This interview technique offers a more flexible approach to the
researchers and helps them to better understand the participants' experiences, despite the preparation of an
interview form containing the questions planned to be asked in advance. In the semi-structured interview method,
the researchers give more freedom to the participants and allow the natural flow of the conversation. Therefore,
researchers can gather more detailed information and use their judgment to understand the meanings behind the
participants' words. The semi-structured interview technique was preferred in line with the scope of the purpose
and design of the study as it provides both a certain level of standardization and flexibility (Ttirntiklii; 2000; Smith,
2003)
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Study Group

The participants were selected using the appropriate and homogeneous sampling methods, one of the
purposeful sampling methods. The study group consisted of 17 caregivers of children with ASD from different
regions of Turkey. Semi-structured interviews were conducted with these individuals about the lives of children
diagnosed with ASD (13 boys and four girls, aged 3-12 years). Fifteen of the participants were the mothers of the
children, and two participants were relatives of the child. These two participants were the uncles and aunts of the
children who lived through this process with the family. Demographic characteristics of the parents (families) of
children with ASD are given in Table 1. The mothers’ age ranged between 29 and 46 years, and the fathers' ages
ranged between 32 and 56 years. The educational level of the mothers generally ranged from high school, primary
school, bachelor’s degree, and associate degree, while that of the fathers ranged from secondary school, bachelor's
degree, and high school. Among the mothers, twelve are housewives, three are teachers, one is an officer, and one
is an employee. Eight fathers are self-employed, and others work as employees, soldiers, officers, cooks, technical
staff, and teachers. Only five families received professional counseling from psychologists, child development
specialists, pedagogues, or special education specialists after their children were diagnosed with ASD, while the
other families did not receive any counseling services after the diagnosis.

Table 1
Demographic Characteristics of Parents (Families)
Order Proximi_ty to  Mother's Father's Mothe_r Father occupation Mo_ther's Fa_ther's

the child age age occupation education status education status
P1 Mother 29 37 Housewife Plumber High school Primary school
P2 Mother 34 41 Housewife Soldier Associate degree Undergraduate
P3 Mother 46 50 Housewife Employee Associate degree  Secondary school
P4 Mother 34 35 Housewife  Self-employment High school High school
P5 Mother 37 37 Employee Employee Primary school Secondary school
P6 Mother 42 42 Teacher Cook Master's degree Undergraduate
P7 Mother 41 42 Teacher Self-employment Undergraduate Undergraduate
P8 Mother 42 56 Housewife  Self-employment Primary school Secondary school
P9 Mother 30 37 Housewife  Self-employment High school Undergraduate
P10 Aunt 36 38 Housewife  Self-employment High school Associate degree
P11 Mother 40 49 Housewife Officer Associate degree  Associate degree
P12 Mother 41 40 Housewife  Self-employment High school Secondary school
P13 Mother 32 32 Housewife  Self-employment Primary school Secondary school
P14 Mother 41 50 Housewife  Self-employment High school Secondary school
P15 Mother 35 42 Housewife Employee Primary school High school
P16 Mother 41 42 Officer Teacher Undergraduate Undergraduate
P17 Uncle 42 42 Teacher Self-employment Undergraduate Undergraduate

Data Collection Tools

A semi-structured interview form developed for the participants was used as a data collection tool. The
interview form was developed based on the bioecological model in accordance with the general purpose of the
study. The interview form included questions about the parent's communication with the child, the child's
communication with other family members and teachers, the role of parents and other family members in the
child's life, the impact of socioeconomic status, society, and culture in which the family lives on the child's life
and development, and social sensitivity and awareness activities. For example, "How do you evaluate your child's
communication with you? Could you explain?”, "How do you evaluate your child's communication with other
family members? Could you explain?", "What place do you have in your child's life? What is your role or position?
Can you explain?", "Who or who among the family members, other than you, has a one-to-one influence on your
child's life and what kind of influence do they have?", "How do you evaluate your child's communication with
his/her teacher or teachers? Can you explain?"”, "In your opinion, how does your socioeconomic status (education
level, economic status, occupation) affect your child's life and development? Can you explain?", "How do you
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think society and culture you live in affects your child's life and development? Can you explain? (Probing
questions; what are your views on education, health, economics, laws and regulations regarding children?" etc.).

Data Analysis

In line with the purpose of the study, descriptive (deductive) analysis was used in this study through
themes based on the bioecological model. Standard codes and themes were developed by analyzing qualitative
data obtained from interviews with parents. First, the data were classified, coded, and analyzed repetitively. Then,
the findings were defined and interpreted by processing the data according to the thematic framework created
within the scope of the bioecological model through descriptive analysis (Yildirim & Simsek, 2005; Altunigik et
al., 2001). As a first step in the analysis process, the data obtained by the three researchers were independently
classified, coded, and analyzed in a repetitive order. In this process, the researchers recorded notes on the margins
of the data transcripts for later review. They coded by underlining keywords and phrases in the text. Then, they
formed and examined every category considering internal homogeneity and external heterogeneity. This process
is related to the extent to which the data are integrated and classified within categories, as well as how clear the
differences between the categories are. The researchers reviewed the classification system to ensure that the data
fit into the categories and continuously checked the meaningfulness and accuracy of the categories (Patton, 2014).
The inter-coder agreement was tested by comparing the results and cross-checking (Creswell, 2014). The codes,
categories, and sub-themes obtained were combined by the researchers based on the theoretical structure under the
themes of microsystem, mesosystem, exosystem, macrosystem, chronosystem within the scope of the
bioecological model. Descriptive analysis was made under the themes based on the bioecological model and
sample expressions were given. The code "P" was used to exemplify the answers given by the participants.
Interview analysis results were evaluated and reported according to the bioecological model with the content
findings in the coding categories. Figure 1 visually depicts the data collection and data analysis process. In Table
2, examples of the participants' responses to the sub-themes under the themes related to the bioecological model
(microsystem, mesosystem, exosystem, macrosystem, and chronosystem) are presented.

Figure 1
Data Collection and Analysis Process

Data collection with
semi-structured interview
method

Preparation and organization Classifying and analyzing
of raw data for analysis the data and creating codes

7

Comparison and cross-checking of results
produced by researchers

Combining the obtained codes, categories and sub-
— themes under themes within the scope of the
Bioecological model

\

Descriptive analysis under
themes within the scope of the
bioecological model

Interpretation of themes
and descriptions

Reporting of data

Refence: Creswell, J. W., (2013). Nitel arastirma yontemleri: Bes yaklasima gore nitel arastirma ve arastirma deseni [Qualitative research
methods: qualitative research and research design according to five approaches] (M. Biitiin & S. B. Demir, Trans. Eds.; 3rd ed.). Siyasal
Kitapevi. (Original work published 2002); Patton, M. Q. (2014). Nitel arastirma ve degerlendirme yontemleri [Qualitative research and
assessment methods] (M. Biitiin & S. B. Demir, Trans. Eds.). Pegem Akademi.
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Table 2
Subthemes Emerging from Participants' Responses under Themes Based on the Bioecological Model

Themes (Sub-themes)

Examples

Microsystem

Caregiver and child

Other family
members and
children

Close environment
and children

Teacher and child

P12:"...We have an affectionate and loving communication style. I stare at him/her if s/he
does something bad, and then s/he quits what s/he is doing. | think the primary desire of
autistic children is to be loved. They will not heal, but they still need love and attention.
Anything can be overcome with love..." (Positive communication)

P16: "Even his/her parents avoid him/her like the plague. They do not even touch him/her;
they do not care and love as they do to other kids..." (Secondary family members)

P1: “My child never talks to or plays with our relatives as they blow cold.” (Relatives and
neighbors)

P8: "S/he gets on very well with his/her teacher. We have worked with the same teacher
for three years, and they communicate very well together. S/he understands that s/he is
loved, and s/he acts properly when s/he feels loved." (Teacher and child)

IS
2 P11: "l think we are fortunate. Sometimes | witness that families with an autistic child are
? Social network exposed to terrifying things. My neighbors are very supportive of me. | have taken much
g support from my surrounding environment..." (Social network)

Parents P1: "We have been experiencing financial problems because | do not have a good income.
= Maybe if | had been better qualified, it would have been easier to find a better job."
[}
3 Teacher P12: “My child's communication style depends on his teacher. For example, some teachers
§ keep themselves at a distance, while some others give positive energy...” (Teacher)
wl School P9: “...S/he had adaptation problems at the nursery because her/his class was crowded. He

got used to it and adapted.

Macrosystem

Education system

Support

Society

Laws

Communication

P14: “It is recommended that autistic children need one-on-one instruction. However, there
is no solution on how it will be. Special education centers have limited hours, and
sometimes they do not employ professionals trained in autism."

P3: “... They need a sensory integration therapy, a life coach, and a shadow teacher. We
cannot meet them due to the high cost. Maybe, foundations can help meet these needs.”
(Support)

P16: "... Society should be informed, tolerant and unprejudiced about autism. The less
educated a person, the more prejudiced and stricter against autistic children. Such
discriminatory behaviors isolate families away from society. Raising awareness of autism
is very important. If they do not know a close family with an autistic child, they are
biased and intolerant." (Society)

P14: "Many things are up to you, your economic status. Unfortunately, the laws are for
normal people...."

P17: "We are cautious about choosing what to watch as they might include irrelevant
content. Media programs to guide families or to raise awareness can be organized.

Cronosystem

instruments However, | think the most important thing is to prepare a program to improve and support
those kids.” (Communication tools)
P13: "Unfortunately, I have not observed sensitivity or awareness so far... Unless they are
Time willing to understand, we cannot explain anything. I think one should be bighearted.

Participation

People are not open to difference.”

P1: "Courses or events can be organized so that they can socialize and have activities
during summer. | have more problems in the village. When we go to the park, people
behave very oddly... the fear of other children and the gaze and weird stares of people are
really disturbing..." (Participation in a community)

Ethics Committee Approval

The data were collected in June 2019. Participants were contacted through the researchers' voluntary
participation in a summer camp organized by a non-governmental organization for children diagnosed with ASD
and their families in the Cappadocia region. The summer camp was attended by families from different regions of
Turkey and activities were organized for children and their families. In this process, the researchers conducted
workshops on their fields of study with the families. Before the volunteer work, the researchers decided to conduct
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interviews with the participants within the scope of the bioecological model to better recognize and make sense of
the lives of children and families. These interviews enabled the researchers to get to know the children and families
before the volunteer activities and to improve the quality of the approach and content of the participants during
the planning and implementation process. The research team included academics working in the fields of child
development, psychology, and preschool education. All researchers participated in interviews (during the data
collection process) and volunteer work. The researchers contacted the families in the camp and informed them
about the research and data collection process. Before the participants were interviewed, they were informed about
the research and their verbal and written consent was obtained. According to the decision of the ULAKBIM TR
Index Committee in 2020, this research does not require an Ethics Committee Decision.

Results

As a result of the descriptive analysis of the qualitative data obtained from the participants, main themes
based on the bioecological model were formed. Figure 2 presents the sub-themes and categories that emerged
within the scope of the layers in the bioecological model. Table 3 (see Appendix) shows the themes, sub-themes,
categories, and codes in which the participants' views on children's lives were evaluated within the scope of the
bioecological model.

Figure 2
Sub-themes and Categories Under Themes Based on the Bioecological Model

Education system (Functioning, view of
education)

Support (Type, access to service)
Society (Social perspective, social
sensitivity)

Macrosystem Laws (Impact on vital order)
Communication instruments (Social
media, television)

Exosystem

Parents (parents' occupation, mother's
education, income)

Teacher (Education, personality traits)
School (School experience)

Social field ties (Positive, negative)

Caregiver and child (Positive
communication, negative communication,
directing communication)

Other family members and child (Father,
siblings, second-level family members)
Immediate environment and child
(Relatives and neighbours)

Teacher and child (Communication,
directing communication)

Time (Change)

Participation
(Community

engagement)

Microsystem

Microsystem covers the sub-themes of caregiver and child, other family members and child, intimate
environment and child, teacher, and child. Under the caregiver and child sub-theme, there are categories of positive
communication, negative communication, and directing communication. The sub-theme of directing
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communication includes parent, child, and reciprocal codes according to the person who assumes the directing
role in the communication process. Notably, the primary caregivers were mainly mothers in families with a child
with ASD. The communication between caregivers and children was oriented towards understanding emotions,
hugging, and conveying love and affection. However, some children displayed negative behaviors that affected
communication, such as impulsivity, persistence, addiction, resentment, and reproach (expressing sadness without
anger), which sometimes include tantrums. In addition, families carry out the communication process in a
unidirectional way as parents or children and in a bidirectional way where both parents and children are reciprocal.
Below are examples of participant expressions in the caregiver and child sub-theme.

P7: “We can understand each other in the best possible way. We communicate even without words. "
(Caregiver and Child/ Positive communication)

P11: “Our child sometimes is offended by his father or sister, but I never offend him. Even if he cannot
express his feelings, | let him explain or show them. We cannot chat because he cannot express himself.
“(Caregiver and Child/ Negative communication)

P8: "...our crisis management is very good. | can intervene without letting him/her get into a crisis."
(Caregiver and Child/ Directing communication)

P13: "...0Our child makes his father do whatever he wants. Since our child is disabled, we cannot spare
him." (Caregiver and Child/ Directing communication)

Under the sub-theme of other family members and children, there are the categories of father, siblings,
and secondary family members (e.g., grandmother, grandfather). Most fathers were not directly involved in
childcare in the study, but they contacted the child. Although some fathers left childcare to their wives and stayed
away, others accepted their children as they were, shared child-caring duties, and had positive interactions with
their children. The participants emphasized that secondary family members such as grandmothers, grandparents,
uncles, or aunts supported the caregivers and showed love and affection by establishing positive communication
with the child. The reasons for positive interaction were explained as the fact that family members lived together
with the child, the effect of the progress observed in the child's development in the process, and the fear of the
caregiver's reaction against family members. On the other hand, it was stated that some family members did not
show love and displayed cold behavior by staying away from the child. Participants gave very little information
about the siblings of the child with ASD during the interview, and in the statements they made, they expressed that
the siblings were ignoring or jealous in their communication with the child with ASD. Below are examples of
participant expressions in the other family members and children sub-theme.

P4: “...there is no communication between my autistic child and my husband. He never even asks
something to our child. He rarely talks to him as I ask him to do so ... “(Other family members and child/
Father)

P17: “...The child lives with his grandmother, mother, and uncle, but mostly uncle and aunt look after
him. All family members are involved in the child's life when necessary.” (Other family members and
child/ Secondary family members)

In the sub-theme of the immediate environment and children, findings on children's communication with
relatives and neighbors were revealed. The interviews stressed that although there were emotionally distant
relatives and neighbors, caring ones showed acceptance, played games, and showed love and affection. The
findings on children's communication with their teachers included behaviors that direct communication (initiating
and shaping the communication process), positive interaction, listening, love, and compassion. As a matter of fact,
some children expressed negative experiences with their teachers. In this regard, parents talked about some
teachers' indifferent, insensitive, and dull behavior, negative energy, and unloving behavior. Below are examples
of participant responses in the “immediate environment” and child" and "teacher and child" sub-themes.

P1: “...Children do not want to be with their relatives, as they behave coldly." (Intimate environment and
child/ Relatives and neighbors).

P5: "We changed his school because he was not doing well before, now he is doing well." (Teacher and
child/Communication)

P7: “... It is not very good; I cannot feel the care or interest shown to my child. I think the reason behind
my child’s slow progress is the indifference and carelessness of others. Unfortunately, a child's progress
also depends on teachers. Burnout teachers blame the home setting and family life for the lack of
progress.” (Teacher and child/ Communication)
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P14: "From time to time, we had very negative experiences with some teachers. We had difficulty sending
them to school..." (Teacher and child/Communication)

Mesosystem

In the mesosystem theme, there is a sub-theme of social field ties consisting of positive and negative
categories. Within the social sphere, it is seen that children are excluded, exposed to negative discourse and
reactions by people around them, and even some fathers show negative behaviors and reactions towards their
children. The negative behaviors of fathers were expressed as not providing any support, not being interested,
ignoring the child, or not trying to suppress the child's behaviors. As a result of such behaviors, mothers
experienced feelings of anxiety and loneliness. However, a few mothers reported positive experiences of support
from neighbors and the child's desire to communicate with people of his/her choice. Below is an example of
participant responses in the sub-theme of social field ties.

P12: “...Some mothers or people hide their children behind themselves when they see my child. My child
is a calm and mild girl. Such behaviors really hurt me, and 1 still encounter such attitudes.” (Social field
ties/Negative)

P8: "... My child is like this, | cannot change it. If he accepts it, let him accept me with it; this is how |
treated them. For example, they used to tell me "Leave E. and come".

They were uncomfortable when E. was present. If | did what they said, | would be used.

I would not be able to spare time for E." (Social field ties/Negative)

Exosystem

The exosystem theme includes the sub-themes of parent, teacher, and school. The parent sub-theme
includes the mother and father occupation category, the mother category, and the income category. Mothers
especially stated that their socioeconomic characteristics affect their children's development and education. In
particular, many mothers stated that they could not provide their children with the care and education they needed
because they did not have sufficient financial income. According to the participants, families with children with
ASD should have good financial opportunities. Families explained this situation through the examples of sensory
integration, life coach, shadow teacher, psychologist, better schools, sports schools, regular pool-swimming and
outdoor activities for their children. In addition to the mothers who stated that they could not allocate enough time
for their children due to the working hours of their profession, there were also mothers who emphasized the
importance of being parents who are constantly trying to improve themselves and who have received training in
this field. Below is an example of participant responses in the parent sub-theme.

P13: "...The economic situation is of great importance for my child's life. I have contacted many
institutions, kindergartens, and psychologists. If I had had good financial status, | could have had a private
teacher at home. However, | was able to send my child to a daycare center only this year..." (Parents/
Income)

P12: "If you want to get a good quality education in autism, you should have a good financial situation.
For example, sports school two days a week is very expensive. For a good education for a child with
autism, you should have at least 10,000 income per month. | wish this type of education could be more
affordable for these children. One month ago, we started training with activities such as skating and
cycling, and my child is very happy now. With this training, my child has become a calmer and better-
behaved child and has benefited a lot..." (Parents/Income)

There are education and personality traits categories within the sub-theme of the teacher. The participants
focused on the teachers' characters and explained how their personality traits affected their development. At this
point, both positive characteristics such as being tolerant, caring and sweet-tongued, or understanding emotions,
and negative characteristics such as being indifferent, dull and distant, or authoritarian were mentioned. The
importance and impact of the different trainings that teachers have received on ASD was expressed. In the school
sub-theme, the child's experiences at school were described. It was reported that children were exposed to peer
bullying at school from time to time and that they had difficulty adapting to school due to the large class size.
Below is the example of participant responses in the teacher sub-theme.

P13: “... I expect my child to receive affection from their teachers as well. His previous teacher was very
apathetic, and | did not believe he loved my child. Another teacher loved my child very much, hugged
him, and said sweet words. Teachers' personalities are important, and teachers should be cheerful in the

Aydilek-Ciftci et al. 2023, 24(4)



A BIOECOLOGICAL APPROACH TO THE LIFE OF A CHILD WITH AUTISM SPECTRUM DISORDER 532

classroom. Our first teacher did not want to work with small children, so we changed the class.”” (Teacher/
Personality traits)

Macrosystem

The macrosystem theme includes the sub-themes of the education system, support, society, laws, and
communication instruments. The education system sub-theme includes the categories of the functioning of
education and the view of education. In the theme of education system functioning, participants mentioned some
problems related to school supervision/inspection, transportation, lesson hours, and the cost of special education.
They also stressed the importance of beginning special education early, which cannot always be achieved due to
various problems. Below are examples of participant responses in the education system sub-theme.

P1: “...Education is of poor quality. You must struggle to find the right educational sources. I mean
everything is up to you. I think, much more activities should be organized for our children. We sometimes
cannot even go to our grandparents' house due to the feeling of not being accepted. Summer camps or
courses can be organized to promote socialization and social activities.” (Education system/ View of
education)

P14: "...They say that those children need one-to-one education, okay! However, there is no solution on
how to provide it. Special education centers offer limited lesson hours. Teachers are not trained in autism.
What should be done and what has been done is very different." (Education system/ View of education)

The support sub-theme includes the type of support and the categories of access to services. It was
observed that mothers wanted to have support from different disciplines such as sensory integration, sports,
psychology, and nutrition. One mother expressed that she would like to have a life coach in their life as more
individual and special support. Participants stated that there is insufficient support in accessing these additional
services and that financial inadequacies and location affect this situation, especially since these facilities are not
available in every city. It is seen that families need expert consultancy in different subjects and that there are
content deficiencies in information and guidance, especially at the stage of receiving the first diagnosis. Below are
examples of participant responses in the support sub-theme.

P4: “...Teachers send us to such education centers, but we have financial problems. I would send my
child to a horse riding and sensory integration center if | had enough money. Thus, | might distract his
attention away from the TV. | think sensory integration training should be provided free of charge to our
children. Why aren’t such institutions free? Why are they only in big cities like Istanbul?” (Support/ Type)
P8: “...Our socioeconomic status is low. E. has enrolled in a sports school this year, and he could go to
school without me; | mean, he is a very well-adjusted kid. However, sports schools are costly. | would
offer him more lessons if | had the opportunity. I wish I could send E. to many other activities such as
swimming, outdoor activities, or cycling.” (Support/ Type)

In the sub-theme of society, there are social perspective and social sensitivity categories. It was stated
that other individuals in society lacked knowledge about children with special needs and ASD and were prejudiced
and distant towards these children. Similarly, in terms of social sensitivity, mothers shared their experiences and
opinions that society was not sensitive and supportive. Below are examples of participant responses in society sub-
theme.

P4: “... Tt affects a lot. Even when A. is calm, others’ questions, expressions, or reactions affect him

negatively. Nothing in the outside world suits us. | have learned not to care about such negative people.

Nevertheless, it is not that easy for our children. We cannot isolate them from life just because others do

not want them. I do my best to integrate him into people. But as he grows, it gets harder...” (Society/

Social sensitivity)

P6: ... Society should change discriminatory approach to those children. That really hurt them. Most

people have no tolerance; unfortunately, they cannot empathize. " (Society/ Social sensitivity)

In the sub-theme of laws, many mothers stated that laws were insufficient and did not have public
priorities on this issue. They shared the negative experiences in their lives. However, one mother said that she was
luckier than other families around her, as she knew her rights and received financial assistance from the state.
Below is an example of participant responses in the sub-theme of law.

P17:"...laws related to autism are open to abuse. We received training without financial support, but the
quality of training depends on the teacher you work with. Laws are not enough. We strive to find the right
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ways to reach institutions to receive education and support. However, such institutions are very few."
(Laws/ Impact on vital order)

There are social media and television categories in the sub-theme of communication tools. It was
understood that families tried to support each other by using social media networks such as Facebook and
WhatsApp. Furthermore, it was also stated that from time to time there are insincere posts on the subject on online
platforms.

It has been stated that people think that they are fulfilling their duties when they make token efforts on
certain days or post on social media, but when it comes to support or implementation, they stay away from children.
However, practices that are not evidence-based or include pseudo-scientific interventions were mentioned. In
addition, it was reported that there are misrepresentations or inadequate programs on the subject in TV series,
movies, and various programs broadcast on television. It was stated that there is a need for qualified studies and
evidence-based interventions to guide families on the subject, especially since social media is an area open to
fraud. Because information dissemination about pseudoscientific practices can cause great time, economic, and
developmental losses to families. Below are examples of participant responses in the communication tool sub-
theme.

P4: “... Publications on the subject are very limited and should be improved. Online programs can be

organized to raise awareness of autism in the media. For example, in the most-watched TV series.”

(Communication tools/ Television)

P9: ““... We watch the videos after selecting them attentively in addition to useful and awareness-raising

programs that guide families with an autistic kid. | think they should focus on improving the qualifications

of those children rather than making awareness-raising campaigns.” (Communication tools/ Social media)

Chronosystem

The Chronosystem theme has two sub-themes: time and participation. Families reported that there have
been recent efforts to raise public awareness about ASD, but they expect these efforts to be increased. One mother
expressed that "People think that when they post on social media, they fulfill their responsibilities for these
children,” The participants also stated that their children could partially participate in life and could not socialize
effectively. Below are examples of participant responses in the sub-themes of time and participation.

P12: "... The awareness has increased over time, but I think this is still insufficient. The awareness of
people can be raised, and also behavior change, and awareness-raising activities can be encouraged..."
(Time/ Change)

P7:“.. .Iisolated my child and myself from everyone in my environment. Other mothers do not want their
children to play or talk to them even in public places. My child wants to socialize with his peers. He wants
to communicate with other children, not only with me. Unfortunately, this is not possible...”
(Participation/ Participation in society)

Discussion

After analyzing the study's results, a predominant pattern emerged, indicating that mothers primarily
assumed the primary caregiving role for children with ASD, assuming greater responsibility in fulfilling their
needs, and establishing the most effective communication channels with the child. This finding was not surprising
considering the roles attributed to mothers by society and the presence of a child with special needs in the family.
Similar to the findings of the current study, there were studies in the literature showing that mothers with children
with ASD undertake many roles at home (McAuliffe et al., 2019), fathers mostly take responsibility for working
to support the household, and mothers spend more time with the child with ASD (Hickey et al., 2020). In addition,
in a study conducted with fathers of children diagnosed with ASD, it was reported that fathers were concerned
about their child's development, struggled with effort during the development and education process of the child
and that the diagnosis of ASD had an impact on the father's personal development and maturation (Camilleri,
2022). Grebe et al. (2022) found that mothers with children diagnosed with ASD reported being more stressed and
used coping strategies more than fathers. There may be many reasons for the differences between mothers and
fathers in sharing domestic responsibilities, coping with difficulties, and caring for a child diagnosed with ASD.
These reasons include the father's financial responsibility for the household in the public sphere and the mother's
responsibility for childcare in the private sphere, family dynamics, family structure, gender roles, and many other
factors. With the presence of a child with ASD in the family, family members' interactions among themselves and
with others in the community also differ (see Table 2). For example, Pinto et al. (2016) found that communication
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with a child with ASD was affected by family members, including parents, who did not accept the child's diagnosis,
who were emationally disconnected, prejudiced, and distant. Similarly, it was reported that after their children
were diagnosed with ASD, some families experienced relief, while others experienced depression; some parents
received support from relatives for the care of their child, while others were judged by their closest relatives
(Downes et al., 2021). In addition, there were study results in the literature (Carr & Lord 2013; Kuru & Piyal 2018)
showing that mothers with children with ASD received negative reactions from extended family support,
friendships, or other sources (Bishop et al., 2007). In fact, in a study conducted by Das et al. (2017) in India, unlike
these findings, it was concluded that parents of children with ASD had positive interactions with their extended
families, friends, and neighbors and received support from these individuals. The results of the studies showed that
there were some differences in the level of interaction between the child with ASD, his/her family and other
individuals, and the content of this interaction. For example, in this study, it was observed that while some relatives
of families with children with ASD were affectionate and compassionate towards the child, others did not show
affection and were distant and cold towards the child (see Table 2). The impulsive and problem behaviors of
children with ASD may be a determining factor in how other individuals approach the child and the family. In
addition, the differences between other individuals (including parents and siblings) in their level of acceptance of
the ASD diagnosis, personality traits, feelings and thoughts about ASD, psychological resilience levels, and many
other factors may have been determinants in interpersonal communication.

Families with children with ASD experience difficulties in many areas such as children's education,
education fees, participation in social and educational activities, and access to education and resources. In the
literature, studies were showing that families with children with ASD experience financial difficulties and have
difficulties in accessing health services (Kogan et al., 2008), educational services, and resources (Bonis, 2016).
However, in the study by Gholipour et al. (2023), parents stated that they had emotional, financial, and social
support needs, but that there were no resources to meet these needs continuously and that they did not have
information about these resources, if any. Some studies revealed that families with children with ASD did not find
the education their children received sufficient and that it was difficult to access information from experts in
institutions (Giileg-Aslan et al., 2014; Mameghani et al., 2019), and that families could access a limited number of
institutions and organizations (Altun & Kasim 2019; Yassibas et al., 2019). In a study conducted by Sarol et al.
(2020), mothers with children with ASD stated that the institutions and organizations where they and their children
can receive support are quantitatively and qualitatively insufficient. In a qualitative study that supports the results
of this research, parents expressed their need for ASD-friendly centers (Gholipour et al., 2023). In contrast to these
findings, in a study conducted by Pepperell et al. (2018) in Australia, parents of children with ASD stated that they
could easily access experts and institutions and expressed their satisfaction with this situation. The difference in
the results of this study conducted in Australia may be due to the services provided to individuals with special
needs and families or the education system. In this study, it was observed that families with children with ASD
had difficulty accessing educational and support resources within the macrosystem they were in. In this direction,
it was noticed that they received support from mothers who have children with ASD like themselves by using
social media and various communication tools with their efforts. This situation suggests that mothers need
continuous support in creating communication channels with their means, participating in the social sphere,
supporting the education and development of the child, or similar issues. For this situation, evidence-based
education and practices in the literature can be mentioned. Evidence-based practices are practices in which
standards are set for the relevant purpose, transparent, systematic (Mullen, 2014), valid, and reliable, including
appropriate data analysis, structured with appropriate scientific methods, and evaluated by independent experts
(Collins & Salzberg, 2005; Vuran & Melekoglu, 2022). For example, in the USA, there is a guide for the education
of children with ASD developed with evidence-based practices for teachers, professionals, and school staff
(Randolph, 2015). Similarly, criteria have been set for evidence-based practices in the education of individuals
with ASD (The National Professional Development Center on Autism Spectrum Disorder [NPDC], 2020; Sam et
al., 2020). In Turkey, it is considered important to establish and disseminate evidence-based practices and training
programs to ensure that families receive continuous support and that the child's educational needs are met. It can
be said that large-scale studies to be developed for parents to access information about resources, support their
skills and benefit from resources can support children with ASD and their families. In addition, the development
and dissemination of family education and training programs and the planning of their content according to the
needs of the families can play a major role in supporting the potential of children and families.

Participants believe that the diagnosis of ASD is expressed inadequately or inaccurately in the media and
communication tools within the macrosystem. Waltz (2012) emphasized that the diagnosis of ASD and related
awareness activities should be handled carefully and effectively in mass media. For example, a statement such as
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"Your child is more likely to have autism than to be an athlete” informs the public about the prevalence of ASD.
It is seen that awareness or attention-raising attempts such as these are based on feeling compassion for individuals
with ASD or scaring the public. In another study on the subject, it was stated that the amount of news about ASD
has increased, but the news content mostly negatively labeled individuals with ASD (Holton, Farrell & Fudge,
2014). Similarly, in a study conducted in Australia, information about ASD in the print media between 2016 and
2019 was analyzed. As a result, it was noticed that the publications did not include very detailed information about
ASD, they included the most basic characteristics of ASD and emphasized intervention programs (Baroutsis et al.,
2021). There were studies suggesting that the news about the diagnosis of ASD in newspapers often contained
discrimination (Muhamad & Yang, 2017). In addition, some studies (Bie & Tang, 2015) showed that news articles
that are not scientifically framed contain misinformation about ASD, show individuals with ASD as individuals in
need of help, individuals who need to be pitied, and news articles with content such as the individual with ASD is
a problem of the family. It is thought that the media and mass media, which are seen as a source of information
for society, should include scientifically based and evidence-based information. An example of this is the "What
Works Clearinghouse (WWC)" unit established in 2002 by the US Department of Education (Collins & Salzberg,
2005). WWC systematically examines programs, practices, policies, and materials in the field of education based
on scientific evidence. The reviewed publications are ranked on the WWC's website by indicating the level of
evidence (U.S. Department of Education, n.d.). In this regard, it is important to examine whether the content about
ASD in the media or mass media is based on scientific evidence and to disseminate evidence-based information.
With evidence-based practices, studies can be carried out to support the awareness of other individuals in society
about ASD, and attention can be drawn to the use of inclusive expressions that are far from labeling/stigmatizing
individuals with ASD. It can be said that increasing the visibility of these practices and developing them based on
scientific evidence will be supportive of social integration.

Families stated that their children were exposed to negative labeling and excluded in different ways in
society from the closest environment at the microsystem level to the macrosystem level. There were studies
supporting these findings in the literature (Bonis, 2016; O'Hare et al., 2021; Tok et al., 2016). This negative
labeling/stigmatization is carried out by the school, educators, or other individuals at school, starting from the
closest circles of the child with ASD and his/her family (Altun & Kasim, 2019; Uz & Kaya, 2018). Mothers with
children with ASD stated that in different social circles, they were nicknamed and excluded, felt like they were
being harassed even with other people's gaze, were negatively stigmatized, and faced reactions (Copuroglu &
Mengi, 2014). Similarly, in the meta-analysis study of Salleh et al. (2020), it was reported that families of children
with ASD felt negative emotions such as blame and judgment from their social environment and that their children
could be stigmatized due to characteristics such as maladaptive behavior and appearance, and as a result, they felt
shame. It is thought that the attitude towards children with ASD and their families, which is based on
marginalization such as not being accepted, criticized, and stigmatized by society, is multidimensional, deep-
rooted, and based on different reasons. For example, families of typically developing children may think that their
children may model the maladaptive behaviors of children with ASD. For society to accept not only individuals
with ASD but also individuals with 'different features', it is important to efficiently implement qualified
sensitization activities with inclusive-integrative practices from a very early stage. In this direction, it is thought
that empowerment activities for children with ASD and their families should be expanded and supported.

Participants expressed different opinions about the reflection of teachers' professional competencies and
personal qualities at the exosystem level. While some mothers were satisfied with the school their children
attended, the teachers, and the education they received, others stated that the education provided was inadequate,
the teachers were not professionally and personally suitable, and the children's school experiences were negative.
In the literature, there were studies in which parents stated that they encountered teachers who were not
knowledgeable about ASD, did not understand the difficulties faced by the family and the child (Silva & Schalock,
2012), were prejudiced, and were not adequately equipped (Altun & Kasim, 2019). There were also studies
showing that there were problems in adapting education for children with ASD (Harstad et al., 2013). Some studies
showed that teachers were qualified, well-equipped, knowledgeable about ASD, and supportive (Callahan et al.,
2008) and that teachers enriched and adapted teaching methods by making use of school resources and creating a
positive atmosphere in classrooms with children with ASD (Clark et al., 2020). Although there are certain
standards for the education of children with ASD, their implementation may depend on institutions and individuals,
resources, time, and many other factors (Lindsay et al., 2013). As teachers' level of knowledge about ASD
increases, their tendency to develop positive attitudes toward children with ASD also increases (Lu et al., 2020).
At this point, variable factors such as the training received by teachers, personality traits, the resources of the
school, and the level of acceptance of disability by school staff may explain the differences in the results.
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Conclusion and Recommendations

At the microsystem level, it was observed that mothers were the ones who interacted with and cared for
the child in the family in general. In the process of caring and interacting with the child, it was revealed that there
were fathers who accepted their children as they were and participated in the care process, as well as fathers who
showed the behaviors of leaving the mother alone and seeing her as distant. Within the social space at the
mesosystem level, it was observed that children were excluded and exposed to negative discourse and reactions by
people around them, and because of such behaviors, mothers experienced negative emotions such as anxiety and
loneliness. At the exosystem level, parents' socioeconomic characteristics and teachers' personality traits were
found to affect children's development and education. Parents who did not have sufficient financial income stated
that they could not provide their children with the care and education they needed. At the macrosystem level, some
problems in the functioning of the education system were identified, such as inadequate supervision of schools,
limited access to education, insufficient hours of education, and expensive special education. It was stated that
society lacks knowledge about children and the issue and is prejudiced and distant towards children. Most of the
participants stated that the laws are not sufficient and that they do not have priorities in the public sector and shared
the negative reflections of this situation on their lives.

A review of the literature in Turkey reveals that studies conducted with families of children with ASD
did not include studies on awareness and opinions regarding the adoption and implementation of laws concerning
individuals with disabilities. According to the findings of this study, only one of the mothers participating in the
study (P11) stated that she was aware of the laws, while three mothers stated that they found the laws inadequate.
The other participants did not express any opinion about the laws. It is thought that more research is needed on the
subject in our country. It was observed that families tried to support each other by using social media networks
such as Facebook and WhatsApp. In fact, it was determined that there may be misrepresentations on the subject
on online platforms and television or that the programs are inadequate. At the chronosystem level, it was found
that there have been recent efforts to raise awareness of people in society, but it is expected that awareness-raising
programs on this issue will be further developed in terms of quality and quantity.

In this study, 17 participants who voluntarily agreed to participate in the study took part in the summer
camp organized for children with ASD and their families in the Cappadocia region in June 2019. The findings
obtained within the scope of the purpose of the study are specific to this context. Therefore, they cannot be
generalized to other settings, contexts, or populations. Based on the study's findings, it is recommended to reinforce
interventions aimed at supporting and empowering families with ASD. These interventions should involve the
provision of information and sharing of knowledge about the diagnosis and treatment processes, as well as
assistance in facilitating the child's education. In addition, the increase in the number of platforms where parents
of children with ASD can support and share with each other, the presence of experts in the field on these platforms,
and the easy access of families to these platforms support the resilience of families. According to the results
obtained, it can be said that projects developed by civil society organizations and public institutions/organizations
can fill this gap by helping families to overcome the difficulties experienced by children with ASD in accessing
training and support in different areas such as sensory integration, sports activities, psychological support, and
nutrition. In addition, it is thought that awareness-raising activities that are far from prejudices and labeling in the
social focus and inclusive of individuals should take place more frequently in mass media, media, and online
platforms. It is important that these studies are carried out and disseminated in the light of evidence-based scientific
information.

According to the results, it can be said that evidence-based practices, training, and policies should be
disseminated. At this point, in future scientific studies, supportive interventions for children with ASD, families,
school staff, and experts can be examined and evaluated. With the results obtained, appropriate guidelines can be
developed and disseminated with a focus on individual differences and standards.
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