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Oz
Giris: Bu calismada, otizm spektrum bozuklugu (OSB) olan birden fazla ¢ocuga sahip annelerin deneyimlerinin
derinlemesine incelenmesi amaglanmustir.

Yontem: Yorumlayici fenomenolojik analiz ¢alismasi olarak desenlenen galismaya OSB olan birden fazla ¢ocuga
sahip dokuz anne katilmis ve veriler yari-yapilandirilmis goriismeler yoluyla toplanmistir. Verilerin analizinde
annelerin kisisel sdylemlerinin ve duygusal yansimalarinin derinlemesine ortaya konabilmesi i¢in yorumlayici
fenomenolojik analiz yontemi kullanilmistir.

Bulgular: Analiz sonucunda yasamin merkezi: Iki otizmli cocuk annesi olmak, gittikge artan izolasyon ve
giliclenme c¢abalar1 olmak iizere ii¢ ana temaya ulasilmistir. Bulgulara gore anneler yasamlarini OSB olan
cocuklarin1 merkeze alarak siirdiirmekte ve sosyal yasam i¢inde gittikce yalnizlagsmaktadirlar. Anneler, giinliik
yasamlarini siirdiirmekte zorlanmakta, yogun bir gelecek endisesi yasamakta, ihtiya¢ duyduklari destek
kaynaklarindan yoksun olduklarini diisiinmekte ve OSB olan birden fazla ¢ocuk sahibi olmanin esleri ile olan
iligkileri ve sosyal aglarinda yalnizliklarini arttiracak doniisiimlere yol actigini hissetmektedirler. Bunun yaninda
anneler giiclenmek igin gesitli stratejiler gelistirmektedirler. Bu stratejiler dini inanglar, ¢ocuklarini birbirleri ile
veya daha yogun yetersizligi olan ¢ocuklarla kiyaslamak ve ¢ocuklarinin kii¢iik basarilarina odaklanmak seklinde
ortaya ¢ikmugtir.

Tartisgma: Konu ile ilgili siurlt ¢alisma olmakla birlikte OSB tanili birden fazla g¢ocugu olan annelerin
deneyimleri, yetersizligi olan birden fazla ¢ocuga sahip veya OSB tanili bir ¢ocugu olan annelerin deneyimlerini
aragtiran ¢alisma bulgulari ile benzerlik gostermektedir.

Sonuc ve Oneriler: OSB olan birden fazla cocuga sahip olan anneler bir yandan yogun bir sosyal izolasyon
yasayip “annelik roliini” yasamlarinin merkezine alirken bir yandan da kendilerini gii¢lii kilmak zorunda
hissetmekte ve bunun i¢in baz1 stratejiler geligtirmektedirler. Arastirma bulgularina gére OSB olan birden fazla
¢ocuga sahip annelerin yasamlarini kolaylastiracak diizenlemeler gerektigi ve annelerin deneyimlerinin daha
biiyiik katilimer sayisti ile yapilacak ¢alismalarla incelenmesi nerilmektedir.

Anahtar sozciikler: Anneler, deneyim, etiketlenme, giiclenme, otizm spektrum bozuklugu (OSB), yorumlayici
fenomenolijik analiz (YFA).
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Giris

Otizm spektrum bozuklugu (OSB) Amerikan Psikiyatri Birligi (American Psychiatric Association [APA])
tarafindan yayimlanan Ruhsal Bozukluklarin Tanisal ve Istatistiksel El Kitabmin besincisinde (DSM-5) kendini
toplumsal iletisim ve etkilesimde smurlilik ile kisithh ve yineleyici davranislarla gosteren norogelisimsel bir
bozukluk olarak tanimlanmaktadir (APA, 2013). Son yaymlanan yaygimlik oranina dair verilerde 44 gocuktan
birinde OSB goriilme riski oldugu belirtilerek yayginliginin hizla arttigina vurgu yapilmaktadir (Maenner vd.,
2021). Cocuklarmnin tani almast ile birlikte ebeveynleri igin de farkli bir donem baglamaktadir. Bazi ¢alismalarda
tanilamanin stresli, ebeveynler tarafindan anlagilmasi zor olan, OSB’nin nedenlerinin ve tedavi ile ilgili
belirsizliklerin oldugu karmasik bir siire¢ oldugu belirtilmektedir (Dale vd., 2006; Keenan vd., 2009). Tan1 sonrasi
ebeveynlerin giinliilk yagamlar1 OSB olan ¢ocuklarinin bakiminin getirdigi yiik nedeniyle ve &zellikle problem
davraniglar1 yonetmekte ve rutinlerin degismesi sonucu ortaya ¢ikan 6fke ndbetleri ile bag etmekte zorlandiklari
icin biyiik dlgiide bir degisime ugramakta (DePape & Lindsay, 2015), ebeveynler aile ve daha genis bir sosyal
gevre iginde farkli zorluklar ile karsilagsmaktadirlar (Broady vd., 2017).

DePape ve Lindsay’in (2015) OSB olan ¢ocuga sahip ebeveynlerin deneyimleri ile ilgili calismasinda,
cocuklarindaki gelisimsel farkliliklara dair tani aldiklari i¢in ebeveynlerin tanilama sonrasinda bir rahatlama
hissettikleri, fakat OSB’nin yasam boyu devam eden bir bozukluk oldugunu 6grenmelerinin ise ebeveynlerde
yikima neden oldugu belirtilmektedir. Fernandez-Alcantara ve digerlerine (2016) gore “otizm” sdzciigii o ana
kadar beklenen “saglikli” ¢ocugun ve onlar i¢in hayal ettikleri gelecegin beklenmedik kaybidir ve bu duygu
ebeveynlerde kedere yol agmaktadir. Tanilama boyunca ve sonrasinda annelerin OSB olan ¢ocuklari igin egitim
ve miidahale hizmetlerini yiiriitmek, ev igleri ile ilgilenmek ve ¢alismayi es zamanl yiiriitmek zorunda kaldiklari
icin daha kirilgan hale geldigi ve stres yasadiklart belirtilmektedir (Lutz vd., 2012; Nicholas vd., 2020; Reddy vd.,
2019). Annelerin yasadiklari stres bir¢ok yasanti ve etken sonucunda daha da artmaktadir. Cocuklarin problem
davranislari ve iletigsim zorluklar1 yasamalar1 (Lutz vd., 2012; Pepperell vd., 2018; Safe vd., 2012), annelerin sosyal
ve ev yasamindaki etkinlikleri diizenleme zorunlulugu (Lutz vd., 2012), ¢ocuklarmin bakimi ile ilgili fazladan
olusan yiik ve sorumluluk (Dale vd., 2006; Nicholas vd., 2020), finansal kaygilar ve kaynak sinirliliklar1 (Gobrial,
2018; Lutz vd., 2012; Nicholas vd. 2020; Sim vd., 2018), sosyal iliskilerdeki gerginlikler ve sosyal yasamdan
kendini ¢ekme (Furrukh & Anjum, 2020; Gobrial, 2018; Lutz vd., 2012; Pepperell vd., 2018; Sim vd., 2018),
OSB’nin nedenleri ile ilgili belirsizlikler (Dale vd., 2006), gelecek korkusu (Pepperell vd., 2018) ve eslerle olan
iliskideki degisimler (DePape & Lindsay, 2015; Sim vd., 2018) arastirmalarda ortaya ¢ikan stres kaynaklaridir.

Alanyazinda OSB olan ¢ocuklarin anneleri ile yiiriitiilen ¢alismalarin bulgularina gore (Gobrial, 2018;
Nicholas vd., 2020; Woodgate vd., 2008) annelerin en sik deneyimledikleri yasantilardan birinin sosyal izolasyon
oldugu sdylenebilir. Woodgate ve digerleri (2008) yiiriittiikleri ¢alismada OSB olan ¢ocuklarin ailelerinin sosyal
yasamdan kendilerini ¢ekerek kendi diinyalarmi yarattiklarini, yasami kendi baslarina yiiriitmek zorunda
kaldiklarini hissettiklerini ve bu zorunlulugu en ¢ok OSB olan g¢ocuklarina bakim verirken yasadiklari zorlayici
durumlarda hissettiklerini ifade etmiglerdir. Ayni ¢alismada annelerin kendilerini toplumsal yasamdan geri
¢ekmesinin nedenleri toplumun OSB’yi ve ailelerin yasadiklar1 zorluklari anlama yetersizligi, annelerin
¢ocuklarinin egitimi ve rutinlerinden dolay1 yasamlarini herkes gibi siirdiiremedikleri ve “normal” yagami
kaybettikleri duygusu, annelerin ailelerinden uzaklastiklarin1 hissetmeleri ve “sistemin” destekleyici olmamasi
seklinde siralamaktadir. Anneler kendi diinyalarina ¢ekildik¢e izolasyonlar: artmaktadir. Hissedilen izolasyonda
en dnemli nedenin “sistemin” cocuklarmin gelisimini destekleyecek sekilde yiirimemesidir. Ozellikle egitim ve
saglik hizmetlerinin etkili bir sekilde egitimli uzmanlar tarafindan kurumsal olarak karsilanmiyor olusu annelerin
izolasyon duygusunu arttirmaktadir. Farkli bir ¢aligmada anneler OSB olan ¢ocuklarin etkili destek hizmetlerinden
yoksun olduklarini, kendilerinin ve bir biitiin olarak ailelerin sosyal anlamda desteklenmesinin yagsam kalitesini
etkiledigini fakat etkili destek hizmetlerine erisemediklerini ifade etmektedirler (Kuhlthau vd., 2014).

Yagsam Kkalitesi ile ilgili bagka bir olgu etiketlenmedir. Annelerin sosyal yasam i¢inde edindikleri “koti
ebeveyn” etiketi annelerin yagam kalitesini olumsuz etkilemektedir (Broady vd., 2017). Bu etiketlenme en ¢ok
sosyal yasam i¢inde ¢ocuklarin sergiledikleri OSB’ye 6zgii davranmiglardan kaynaklanmakta ve anneler “koti
ebeveyn” olarak degerlendirilmektedir. Bazi ¢aligmalarda annelerin “kétii ebeveyn” olarak etiketlenmesinin en
onemli nedenlerinden birinin OSB olan gocuklarin fiziksel 6zelliklerinin norotipik gelisen gocuklar gibi olmasi ve
problem davraniglarin yetersiz ebeveynlikle iliskilendirilmesi oldugu (DePape & Lindsay, 2015; Gobrial, 2018)
belirtilmektedir. Bu etiketlenme, toplumsal yasam disinda okul, aile ve arkadaslar tarafindan da yapilmaktadir
(Broady vd., 2015). Buna ragmen anneler, ¢cocuklarinin gelecekleri ile ilgili beklentilerini azaltarak kendilerine
bag etme stratejileri gelistirmekte ve ¢cocuklarinin yasamlari i¢in en 6nemli seyin sosyal biitiinlesme, bagimsizlik
ve topluma katki saglama oldugunu belirtmektedirler (Safe vd., 2012).
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Anneler, sosyal destek eksikligi ve yaygin gelisimsel bozuklugu olan ¢ocuklarina bakim verirken
yasadiklar1 zorluklardan dolayi ikinci ¢ocuga sahip olma ile ilgili karmagsa yasamakta, bazen ikinci ¢ocuk ile
mevcut kosullarinin daha iyi olabileceklerini diistiniirlerken bazen de daha kotiiye gidebilecegini diigiinmektedirler
(Kimura vd., 2010). Belirsizlik, yeniden yetersizligi olan bir ¢gocuga sahip olma riski, yetersizligin yogunlugu,
dogacak yeni ¢ocuga gelisimsel yetersizligi olan ¢ocuklart ile ilgili bir yiik yiikleme korkusu, evlilik iligkilerinin
degisecegi kaygisi, sosyal destek ve kabuliin yetersiz olmasi, bakim verme konusunda yeterince destek
goremeyecek olmak korkusu annelerin ikinci bir ¢ocuga sahip olmasimi engellemektedir (Kimura & Yamazaki,
2019; Kimura vd., 2010).

Alanyazinda OSB olan ¢ocuga sahip annelerin deneyimlerine oldukg¢a yer verilmis olmakla birlikte
OSB’de dahil ndrogelisimsel yetersizligi olan birden fazla g¢ocuga sahip annelerin deneyimleri ile ilgili
caligmalarin kisitli oldugu ve bu c¢aligmalarin annelerin deneyimleri ile iyi olus diizeylerini inceledikleri
goriilmektedir (Ha vd., 2008; Kimura & Yamazaki, 2013; Orsmond vd., 2007; Stanford vd., 2020). Bu
calismalardan birinde Kimura ve Yamazaki (2013) yorumlayici fenomenolojik analiz (YFA) olarak desenledikleri
nitel caligmada zihin yetersizligine sahip birden fazla cocugu olan annelerin deneyimlerini arastirmiglardir.
Cocuklarin sahip oldugu yetersizlikler OSB, Down sendromu, farkli kromozom anomalileri, OSB &zellikleri
gosteren zihin yetersizligi gibi farklilik gostermektedir. Calismada annelerin siirekli fiziksel ve zihinsel yorgunluk
hissettikleri, ¢ocuklarin ihtiyaglarini karsilamaktan dinlenmeye firsat bulamadiklar1 ve destek hissetmedikleri
ortaya ¢ikmistir. Calismada anneler, yetersizligi olan birinci ¢ocuktan sonra “saglikli” bir ¢ocuk diinyaya getirip
“siradan” yasamlarini yeniden insa etmeyi planlarken yetersizligi olan ikinci ¢ocuktan sonra umutlarini
kaybettiklerini ve sok yasadiklarini ifade etmiglerdir. Calismada annelerin “ideal anneligi” deneyimleme sansi
veya siradan aileye sahip olma ile ilgili umudunu vurgulamak i¢in “saglikli gocuk” metaforunu kullandiklari ifade
edilmektedir. Calismada, annelerin hissettikleri yorgunlugun annelerin annelik roliine ara verememelerinden ve
yeterli/esnek sosyal destek sistemlerinin olmamasindan kaynaklandigi sonucuna ulasilmigtir. Aym ¢alismada
anneler ¢ocuklarinin davranig problemlerinden dolayr “bitmeyen” bir ebeveynlik yaptiklarini diisiinmekte ve
stirekli yorgun hissettiklerini belirtmektedirler.

Orsmond ve digerleri (2007) tarafindan yiiriitillen ve bir OSB tanili ve bir norotipik gelisim gosteren
¢ocugu olan annelerle OSB’yi de i¢eren birden fazla yetersizligi olan ¢ocuklarin annelerinin iyi olus 6zelliklerinin
karsilastirlldigi nicel calismada, yetersizligi olan birden fazla ¢ocuga sahip annelerin kaygi ve depresyon
diizeylerinin daha yiiksek oldugu, daha diisiik aile uyumu ve biitiinliigii hissettikleri sonuglarina ulagilmigtir. Ha
ve digerlerinin (2008) yirittigli c¢aligmada bir ve birden ¢ok nérogelisimsel bozuklugu olan gocuga sahip
ebeveynlerin iyi olus diizeyleri ile somatik belirtilerinin karsilastirilmistir. Bulgulara gore yetersizligi olan birden
fazla ¢ocuga sahip ebeveynlerin karsilagtirma grubuna gore daha olumsuz etkilendigi, daha yiiksek stres
yasadiklar1 ve bas agris, sirt agrisi, eklemlerde sertlik, uykuya dalmakta veya uykuda kalmakta zorluk gibi somatik
semptomlarinin daha yiiksek oldugu ortaya ¢ikmistir. Ayni galismada annelerle babalar da karsilastirilmis ve
annelerin babalara gore somatik belirtilerinin istatistiksel olarak daha fazla oldugu, 6fke, umutsuzluk gibi daha
yiiksek olumsuz duyguya sahip olduklart ve psikolojik iyi olus diizeylerinin daha diisiik oldugu bulunmustur.
Birden ¢ok nérogelisimsel bozuklugu olan ¢ocuga sahip annelerle ilgili caligmalarda ortaya ¢ikan bir diger bulguda
da annelerin ¢ok biiyiik zorluklar yasamalarina ragmen “gocuklarim i¢in yagamak zorundayim” demesi ve bunu
basarmak i¢in ebeveynlige karst olumlu bir bakis acis1 gelistirerek anneligi memnuniyet verici ve konforlu olarak
tanimlamalari, ¢ocuklarina ve kendi yasamlarina karsi iyimser bir bakisg acisi ile giiclenmeleridir (Kimura &
Yamazaki, 2013). Stanford ve digerlerinin (2020) ¢alismasinda anneler ¢ocuklarinin en kiigiik basarilarindan bile
biiyiik bir gurur duyduklarini belirterek iyimser bir bakis agisi gelistirdiklerini ifade etmektedirler.

Ulkemiz alanyazininda annelerin deneyimleri ile ilgili ¢aligmalar incelendiginde, bu ¢aligmalarin OSB
olan bir ¢ocuga sahip annelerle yiiriitiildiigii ve lilkemiz disinda yiiriitiilen ¢aligma bulgulari ile benzer sonuglar
ortaya koyduklar1 goriilmektedir (Bilgin & Kiigiik, 2010; Degirmenci, 2019; Giileg-Aslan, 2017; Koydemir &
Tosun, 2009; Toret vd., 2014; Yassibas & Colak, 2019). Ulusal alanyazindaki ¢alismalarda 6ne ¢ikan bulgulardan
ilki annelerin yasadig: strestir. Finansal zorluklar, OSB olan ¢ocuklarinin iletisim zorluklari, problem davranislari,
stereotipik ve takintili davranislari, boganma, bakim zorluklart ve temel bakim veren kisinin anneler olmasi,
kariyerini erteleme veya bitirme (Degirmenci; 2019; Koydemir & Tosun, 2009) ile OSB’nin kesin bir tedavisinin
olmamasi (Giileg-Aslan, 2017) annelerde ortaya ¢ikan stresin en temel kaynaklarini olusturmaktadir. Gelecek ile
ilgili hissedilen kaygi bir diger 6nemli bulgu olarak ortaya konmaktadir (Bilgin & Kiigiik, 2010; Giileg-Aslan,
2017). Giileg-Aslan’a (2017) gore, ergenlik ve yetigkinlikte karsilasilacak sorunlar ve ¢ozim yollar
bulamayacaklarmi diigiinmeleri, destek olacak kurumlarin kisitli olmasi, yaslandiklart veya 6ldiikleri zaman
¢ocuklarina kimin bakim verecegi belirsizligi annelerin kaygilarinin kaynagini olusturmaktadir. Yasamlarinin zor
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oldugunu ifade eden anneler (Giileg-Aslan, 2017) dinlenmeye zaman bulamamaktadirlar (Yassibag & Colak,
2019). Tiirk anneler en biiyiik destek kaynaklarinin aileleri oldugunu (Koydemir & Tosun, 2009) belirtseler bile
ihtiya¢ duyduklar1 sosyal destege sahip olmadiklarini ve zamanla kendilerine yakin insanlarla iletisimlerini
kaybettiklerini ifade etmislerdir (Degirmenci, 2019). Bu ¢alismalarin tamami OSB tanili bir ¢ocuga sahip annelerle
yiritiilmis olmakla birlikte uluslararasi alanyazindaki farkli ¢alismalarda birden fazla 6zel gereksinimli gocuga
sahip olmanin annelerdeki stresi arttirdig (Prata vd., 2019; Spratt vd., 2007) ve annelerin daha mutsuz hissettikleri
(Kuhlthau vd., 2014) belirtilmektedir. Ulkemiz disindaki bu ¢aligma bulgular1 benzer ¢aligmalarin iilkemizde de
yiiriitiilmesini ve OSB tanil1 birden fazla ¢ocuga sahip annelerin deneyimlerinin, yasantilarina dair algilarinin ve
destek kaynaklariin neler oldugunun belirlenmesini 6nemli kilmaktadir.

Yukarida da belirtildigi gibi OSB tanili bir ¢cocuga sahip olmak annelerde stres ve depresyon gibi olumsuz
sonuglara yol agmakta, anneler yeterli destek sistemlerine ulagsamadiklarinda bu olumsuz etkiler artmaktadir. OSB
olan ¢ocuklara temel bakim veren kiginin anneler oldugu (Hoefman vd., 2014) g6z 6niine alindiginda annelerin
bakim veren kisi olma ile ilgili yasadig1 zorluklar giinliik yagamlarini etkilemektedir. Alanyazinda ailedeki 6zel
gereksinimli ¢cocuk sayisinin annelerin hissettikleri olumsuz duygular {izerinde énemli bir etken oldugu ifade
edilmektedir (Prata vd., 2019). Ornegin, sahip olunan 6zel gereksinimli ¢ocuk sayisi arttikga, annelerin daha
depresif ve mutsuz hissettikleri ve bakim veren kisi olma yiikiinii daha fazla tagidiklar belirtilmektedir (Kuhlthau
vd., 2014). Alanyazinda OSB tanili birden fazla ¢ocuga sahip annelerin deneyimlerini inceleyen bir ¢aligmaya
rastlanmamustir. Ulagilan calismalar ise norogelisimsel yetersizligi olan birden fazla ¢ocuga sahip annelerin
deneyimleri ve psikolojik durumlari ile ilgili uluslararasi ¢aligmalarla siirhdir (Ha vd., 2008; Kimura &
Yamazaki, 2013; Orsmond vd., 2007; Stanford vd., 2020). Ayrica konu ile ilgili yiiriitilmiis ¢alismalarda ailelere
destek saglanabilmesi, ebeveynlerin bas etme stratejilerinin ve yetersizligi nasil kabul ettiklerinin anlasilabilmesi
ve ebeveynlerin yasamlarina daha biitiinciil bir bakis agis1 gelistirilebilmesi i¢in daha fazla ¢alismaya ihtiyag
duyuldugu vurgulanmaktadir (Kimura & Yamazaki, 2013; Stanford vd., 2020). Bu ihtiyaglardan yola ¢ikarak bu
aragtirmanin amact OSB olan birden fazla ¢ocuga sahip annelerin deneyimlerini ve OSB’ye iligkin anlam
arayislarini anlamaya calismaktir. Bu genel amag cergevesinde arastirmada agagidaki sorulara yanit aranmistir:

1. OSB olan birden fazla cocugu sahip annelerin giinlilk yasam deneyimleri nelerdir?

2. OSB olan birden fazla ¢ocuga sahip annelerin sosyal yasamlarindaki degisimler ve bu degisimler
sonucunda olusan veya bu degisimlere yol acan duygusal tepkileri nelerdir?

3. OSB olan birden fazla ¢ocuga sahip annelerin kendilerini giiclii kilmak i¢in gelistirdikleri bas etme
stratejileri nelerdir?

Yontem
Arastirma Yontemi

OSB olan birden fazla gocuga sahip annelerin deneyimlerini anlamak derinlemesine bir bakis agisi
gerektirdigi i¢in ve bu amagla yiriitiilmiis fenomenolojik c¢aligmalarin azligi nedeni ile (Kimura vd., 2010)
aragtirma YFA calismasi olarak desenlenmistir. YFA, katilimcilarin kisisel séylemlerinin derinlemesine analiz
edilmesine dayanan (Smith, 2011), arastirma olgusu ile ilgili olarak her bir katilimcinin deneyimlerini ayrintil
paylasabilecegi ve duygusal yansimalarinin da yakalanabilecegi bir yaklasim sunmaktadir (Smith & Eatough,
2006). YFA, katilimcilarin deneyimlerinin Oncelikli ilgi alani oldugu ve oncesinde kisitli ¢alisma yapilmis
konularda uygun bir yontemdir (Munroe vd., 2016).
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Tablo 1
Katilimer ve OSB Olan Cocuklarinin Ozellikleri
koo Yas Egiim  Mesk MeOeni Yedm (RERL Y eiken  Coummalag e Tamlama  Comgunaldg (00
3 & durum sehir yasiemsty yas destekler yayiemsty yagt/ikincil tant destekler gocuK
ettigi okul tani ettigi okul yag/cinsiyet
~~ e . . Duyu
Al 41 Lisans Ogretmen Evli  Istanbul 12/E/kaynagtirma 3 OZClﬂSglt{I‘I‘]/ ozel 6/E/ozel efitim 4 terapisi/golge
ders/gdlge 6gretmen sinifi s
6gretmen
. . ) Ozel egitim/duyu
A2 43 Ilkokul Evhanmm  Evli  Istanbul 18/E/kaynastirma 3 Ozel egitim 5.5/E/kaynastirma 2 terapisi/oyun 14/E
terapisi
; - ; 10/K/6zel egitim Ozel egitim/spor 5/E/dzel egitim -~ .
A3 35 Ilkokul Evhanm  Evli  Istanbul okulu 25 kuliibii anaokulu 2/DEHB Ozel egitim
A4 44 Lisans Hemsire  Evli  Ankara 8/E(ikiz)kaynasirma 1.5 Ozel egitim/ 8/E(ikiz)/0zel egitim 15 Ozel egitim/ 8/E
hipoterapi sinifi hipoterapi
A5 44 dlkokul Evhammi Evli  Istanbul 10/E/6z¢l egitim 2'5/Z.Ihl.q. Ozel egitim 7/E/kaynastirma 35 Ozel egitim
sinifi yetersizligi
A6 37 lkokul Evhammi Evli istanbul > F/07l egitim 2/zihin Ozel egitim 3.5/K 15 Ozel egitim
sinifi yetersizligi
A7 38 Onlisans Evhanmmi  Evli Ankara 7/K(ikiz)/6zel egitim 3 Ozel egitim/duyu Z(K(lklz)/bzel 3 Ozel egitim/duyu
anaokulu terapisi egitim anaokulu terapisi
A8 33 Lise Ebe Evli Manisa 6/E(ikiz)/6zel egitim 2 Ozel egltlm/dﬂ.v.e G,/K (ikiz)/ozel 2/serabral palsi .. . Ozel . 13/E
anaokulu konusma terapisi egitim anaokulu egitim/fizyoterapi
A9 37 Ortaokul Evhanmmi  Evli  istanbul 12{]_5(1k12)/6ze1 2.5/Z_|h|.r1_ Ozel egl.t.lrr}/spor 12le (Iklz)lézel 2.5/ Zlhlrj Ozel eglflrlz/spor )
egitim okulu yetersizligi kuliibi egitim okulu yetersizligi kuliibi

Not: A = anne; Baska ¢ocuk = nérotipik gelisim gosteren cocuk; DEHB = dikkat eksikligi hiperaktivite bozuklugu; E = erkek; K = kiz.
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Katilimcilar

Aragtirmanin  katilimcilarmi OSB olan birden fazla ¢ocuga sahip dokuz anne olusturmaktadir.
Katilimcilara amach 6rnekleme yontemlerinden 6lgiit 6rnekleme ile ulasilmistir. Katilimer olma Sl¢iitii resmi
olarak OSB tanis1 almis birden fazla ¢ocuga sahip olma ve ¢alismaya goniillii olarak katilmay1 kabul etme olarak
belirlenmigtir. Arastirmaci, farkli sehirlerdeki OSB ile ilgili derneklere ulasarak OSB olan birden fazla ¢ocuga
sahip aileler ile ilgili bilgi almistir. Dernekler, iiyeleri arasinda OSB olan birden fazla ¢ocuga sahip anneler
oldugunu ve iletisime gecebileceklerini belirtmeleri durumunda arastirmaci derneklerdeki iletisim kurulan yetkili
kisiden aile ile ilgili doniit beklemistir. Derneklerdeki yetkili kisiler ailelerin iletisim bilgilerini arastirmaciya
iletmis ve arastirmact anneleri telefonla arayarak hem kendisi hem de galisma ile ilgili bilgi vermistir. Caligmaya
katilmay1 kabul eden anneler ile gériigme yapmak i¢in uygun zaman belirlenmis ve randevu olusturulmustur.
Belirlenen zamanda goriismeler gerceklestirilmistir. Annelerden altis1 aragtirmacinin da yasadig1 Istanbul’da, iki
anne Ankara’da, bir anne ise Manisa’da yagsamaktadir. Tablo 1’de anneler ve OSB olan ¢ocuklari ile ilgili bilgiler
sunulmustur.

Verilerin Toplanmasi

Veriler demografik bilgi formu ve yari-yapilandirilmis goriismeler yolu ile toplanmistir. Goriigme
sorulari, OSB olan birden fazla ¢gocuk annesi olmanin duygusal boyutu, zor ve olumlu yanlari, giinliik yasam ve
sosyal yasam tizerindeki etkileri, gelecek beklentileri gibi alanlarda annelerin deneyimlerine odaklanmaktadir.
Gorlisme sorulart, ilgili alanyazin (Giileg-Aslan, 2017; Kimura & Yamazaki, 2010; Yassibag & Colak, 2019),
yazarin OSB olan ¢ocuga sahip ailelerle ¢alismalar yiiriitmiis olmasi ve egitim ortamlarinda ebeveynlerle ¢alisma
deneyimi ile ¢aligmanin genel amaglart dogrultusunda olusturulmustur. Daha sonra biri 6zel egitim, digeri
rehberlik ve psikolojik danigmanlik alanlarinda gérev yapan ve OSB olan cocuklarin aileleri ile ilgili nitel
¢aligmalar yiiriitmiis doktora derecesine sahip iki dgretim iiyesinden goriisme sorulart ile ilgili uzman goriisii
almmistir. Gorlisme sorularma son sekli verilmeden once bir pilot gorliisme gergeklestirilmistir. Pilot gériisme,
Istanbul ilinde yasayan ve dokuz yasinda, dzel egitim sinifina devam eden OSB tanili ikiz erkek ¢ocuklar1 olan
iiniversite mezunu bir anne ile kendi evinde yiiz yiize gerceklestirilmis ve 90 dakika siirmiistiir. Pilot gériisme
oncesinde ikisi buz kirici olmak iizere 20 sorudan olusan goriigme sorular1 pilot goriigme sonrasinda iki soru
birlestirilerek tek soru olarak yeniden diizenlenmis, baska bir soru ise yanitinin ilk gériisme sorularindan birinde
alindig1 goriilerek goriigme sorularindan ¢ikarilmistir. Boylece ikisi buz kirici olmak iizere toplam 18 soru olacak
sekilde goriisme sorularina son sekli verilmistir. Arastirmaci tarafindan gelistirilen demografik bilgi formu ile
annelerin OSB olan ¢ocuklart ve aldiklar1 egitim ve destek tiirleri, annenin yasi ve meslegi, medeni durumu ve
bagka ¢ocuklari olup olmadigi ile ilgili bilgiler elde edilmistir.

Gorlismeler Subat-Mart 2021 siiresince arastirmaci tarafindan gergeklestirilmistir. Goriisme siireleri 75-
90 dakika arasinda degismis ve ortalama siire 84 dakika olarak hesaplanmistir. Dokuz goriismenin altisi
aragtirmacinin da yasadig1 Istanbul’da arastirmacinin anneyi evinde ziyareti ile yiiz yiize gergeklestirilirken, farkli
iki sehirde yasayan {i¢ anne ile goriismeler telefonda gergeklestirilmistir. Goériismeler ses kaydi olarak kaydedilmis
ve sonra yazili olarak bilgisayar ortamina aktarilmistir. Goriismeler dncesinde onam formu karsilikli imzalanmig
ve anneler demografik bilgi formunu doldurmustur. Telefonla yapilan goriismelerde de annelere onam formu
okunmus, onaylar ses kaydi olarak alinmis ve demografik bilgi formunda yer alan sorular arastirmaci tarafindan
sorularak yanitlar1 forma aktarilmistir.

Verilerin Analizi

Verilerin analizinde YFA kullanilmistir. Calismada her bir goériismenin ayri ayri analiz edildigi ve
sonrasinda her bir goriisme analizinin birlestirilerek bulgularin sunuldugu idiografik yaklasim ile bulgulara
ulagilmistir (Smith vd., 1999; Smith & Osborn, 2008).

Veri analizi Smith ve digerleri (1999) tarafindan kullanilan analiz basamaklar1 takip edilerek
gerceklestirilmistir. Analizde izlenen basamaklar su sekildedir; (1) her bir goriigme dokiimiiniin analiz 6ncesi
icerige daha tanidik olmak icin yazar tarafindan birden ¢ok kere okunmasi, (2) ilk goriigme dokiimiiniin ilk
okunusunda dokiimiin sol stitununa ilk yorumlar ve kodlarin yazilmast (3) ilk goriigme dokiimiiniin ikinci
okunusunda sag siituna metnin “temel niteliginin” yakalanmasini saglayacak temalarin anahtar sozciikler seklinde
yazilarak ilk alt temalar ve temalarin olusturulmasi ve yazilmasi, (4) olusturulan alt temalarin ve temalarin
arasindaki iligkinin analiz edilmesi, metin i¢i sirasina gore siralanmasi ve gerekli durumlarda birlestirilmesi, (5)
her bir gériisme i¢in ilk yorumlarin ve kodlarin yazilmasi, alt temalarin ve temalarin olusturulmasi isleminin ilk
goriismedeki basamaklar izlenerek gerceklestirilmesi (6) ilgili alt temalar ile ana temalar1 ve orijinal yorumlari
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dogrulayarak tiim goriismeler igin ortak ana temalarin ve alt temalarinin olusturulmasi, (7) agiklayici yorumlarin
eklenmesi (Biggerstaff & Thompson, 2008; Smith vd., 1999; Smith & Osborn, 2008). Arastirmact her goriisme
sirasinda annelerin vurgulu yorumlarini, sik kullandiklar: ifadeleri, giilmelerini, agmalarini ve duraksamalarini not
etmistir. Ayrica aragtirmact her goriisme sonrasi saha notlart tutmus ve analizleri yorumlarken bu notlardan
faydalanmustir.

Arastirmaci Rolii

Nitel aragtirmalarda veri toplama ve analizi gergeklestiren kisi olmasi nedeni ile aragtirmacinin uzmanlik
alani, deneyimi ve yetkinligi aragtirmanin inandiriciligr igin oldukga 6nemlidir (Patton, 2002; Shenton, 2004).
Mevcut ¢aligmanin arastirmacisi 6zel gereksinimli ¢ocuklar ve aileleri ile yaklasik 20 yillik ¢aligma deneyime
sahiptir. 13 yillik 6gretmenlik deneyimi boyunca Ozellikle kaynastirma/biitiinlestirme ortamlarinda cesitli
kademelerde 6zel gereksinimli dgrencilerle ¢aligmistir. Lisansiistii egitimi sirasinda nitel arastirmalarla ilgili
dersler alan arastirmacinin OSB olan ¢ocuklarin ebeveynleri ile fenomenolojik desenle yiiriittiigii birden ¢ok nitel
aragtirmasi vardir.

inandiricilik ve Etik

Calismada inandiricilif1 saglamak i¢in kodlayicilar arasi kodlama giivenirliginin saglanmasi, katilimet
kontrolii ve meslektas denetlemesi yontemleri kullanilmistir (Brantlinger vd., 2005; Cresswell, 2012; Cresswell &
Miller, 2000). Kodlayicilar aras1 kodlama giivenirligi i¢in arastirmaci ile lisans egitimini rehberlik ve psikolojik
danigmanlik alaninda tamamlamis, 6zel egitim alaninda dogent iinvani almis ve nitel calismalar yiiriitmiis bir
akademisyen birlikte ¢alismistir. Caligma kapsamindaki goriismelerin kodlanmasinda arastirmaci ve destek sunan
akademisyen ilk goriismeyi birlikte kodlamistir. Bu islemin yapilma sebebi, annelerin sdylemlerindeki
derinliklerin yakalanmasi ve arastirma yontemi ile veri analiz basamaklarinin bir gerekliligi olarak ayrintili
kodlamanin amaglanmasidir. ilk gériismenin birlikte kodlanmas: sirasinda arastirmaci ve akademisyen arasinda
birimler ve kodlar ile ilgili uzlasma saglanamadigi durumlarda bir goriis birligi olusturmak i¢in meslektas
degerlendirmesine bagvurulmustur. Ik gériismenin birlikte kodlanmasindan sonra kodlama giivenirlik yiizdesi i¢in
onerilen rastgele ve toplam veri setinin tamamini temsil edecek sekilde %10-25’lik kismi i¢in (O’Connor & Joffe,
2020) secilen iki gdriisme arastirmaci ve destek sunan akademisyen tarafindan ayri ayri kodlanmig, Miles ve
Huberman (1994) tarafindan onerilen “Goriis Birligi / (Goriis Birligi + Gortis Ayriligi)” formiilii kullanilarak
kodlama giivenirlik yiizdesi hesaplanmistir. Onerilen en diisiik uzlasma yiizdesi olan %80’in (Miles & Huberman,
1994) tizerinde bir kodlama giivenirligine ulasilmis ve giivenirlik %87 olarak bulunmustur. Goriis birliginin
saglanamadigi noktalarda ise kodlayicilar gorliserek ortak bir karar varip belirsizlik giderilmistir. Caligmada
inandiriciligr saglamak igin bagvurulan ikinci yontem katilimer kontroliidiir. Veri analizi sonrasinda birinci anne
ile yapilan goriismede bulgular anne ile paylagilmis, tema ve alt temalarin uygunlugu, tema ve alt temalarin ifade
etmek istenileni yeterli diizeyde yansitma diizeyi ve annelerin birebir alintilarinin alt temalar1 ifade etme giicii
tizerinde goriis bildirmesi istenmis ve goériigme sonrasinda bulgular tizerinde gerekli diizenlemeler yapilmistir.
Yukarida bahsedilen meslektas denetlemesi yontemi tema ve alt temalarin uygunlugunun saglanmasinda da
kullanilmistir. Ayn1 meslektas, arastirmact tarafindan olugturulan tema ve alt temalarin uygunlugu ilgili goriis
bildirmis ve aragtirmaci ile meslektas arasindaki uyusum hesaplanmistir. “Goriis Birligi / (Goriis Birligi + Goriis
Ayriligr)” formiilii kullanilarak elde edilen uyusum %92 olarak bulunmustur. Uyusum saglanamayan durumlarda
yine ortak karar verilerek tema ve alt temalara son sekli verilmistir. Arastirmacinin 6zel gereksinimli gocuklarin
aileleri ile ilgili calisma deneyimi (Patton, 2002) ve OSB olan ¢ocuklarin anneleri ile fenomenolojik ¢aligmalar
ylriitmiis olmasi veri analizinde ve bulgulara ulasmada inandiricilig: arttiran diger etkenlerdir.

Calismada etik ilkeleri korumak igin Oncelikle g¢aligmaya katilmada gonillilik esas alinmigtir.
Gorilismeler 6ncesinde arastirmact ¢aligmanin amaci, elde edilecek bulgularin hangi amag igin kullanilacagi, veri
kayb1 olmamas1 adina gériismenin ses kaydi olarak kaydedilecegi hakkinda bilgi vermis ve katilimcinin géniillii
olarak katilmay1 kabul etmesi halinde arastirmact ve anne karsilikli onam formunu imzalamistir. Bununla birlikte
aragtirmacit annelere goriisme oncesinde gizlilik ilkesi ile ilgili bilgi vermis ve kisisel bilgilerin korunacagini
belirtmistir. Arastirmaci, annelere goriigme Oncesi goriismeyi istedikleri zaman sonlandirma haklar1 oldugu
bilgisini sunmustur. Telefon ile goriisiilen li¢ anneye bu bilgiler telefonda aktarilmis, ¢alismaya goniillii katilmay1
kabul ettikleri ses kayitlarina gegmistir. Calismanin etik kurul onay1 istanbul Medipol Universitesi Sosyal Bilimler
Bilimsel Arastirmalar Etik Kurulu’ndan alinmistir (Tarih: 15.02.2021/Karar no: 16)
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Bulgular

OSB olan birden fazla ¢ocuga sahip annelerle yapilan goriismelerden elde edilen verilerin analizi
sonucunda aragtirma sorulart ile iliskili olarak, yasamin merkezi: Iki otizmli ¢ocuk annesi olmak, gittikce artan
izolasyon ve giiclenme ¢abalari olmak iizere ii¢ temaya ulasilmistir. Tablo 2’de temalar, alt temalar, alt temalara

iliskin vurgulayici ifade ve ifade drnekleri yer almaktadir.

Tablo 2

Temalar, Alt Temalar, Alt Temayr Vurgulayici Ifade ve Ifade Ornekleri

Alt temaya iliskin S . P
Tema Alt tema vurgulayic ifade Alt temaya iliskin vurgulayici ifade 6rnegi
Gelecek endisesi Gelecek belirsiz “Ikisini kim kabul edecek?” (A1)
- Kendimden bu “Kendim diye bir sey yok uzun zamandir.” (A8)
Kendini adama kadar “Ben ¢ocuklarima adadim kendimi.” (A5)
. . “Finansal anlamda ciddi bir ¢aba sarf etmeniz
Yasammn Maddi kaynak yaratma Maddi olarak gerekiyor.” (A1)
merkezi: 1ki e 1 .
Crikee . Biiyiikleriniz de mesela bu anlamda destek vermiyor ne
Otlzm!l gocuk  Destege ihtiyag duyma Yalnizlik kadar zorlandiginiz1 gériiyorlar.” (A2)
annesi olmak OSB’ye 6zgii davrani
ye ozg 3 Takintilar “Cocuk o an o krizi yasamak zorunda.” (A3)

Gittikge artan
izolasyon

Giliglenme
¢abalar1

zorluklart ile bag etme

Es ile iligskide doniistim

Sosyal izolasyon

Ozlem

Etiketlenme

Kendine ve ¢ocuga 6fke
Cocuklar1 kiyaslama
Dini inang

Kiigiik basarilar biiyiik
mutluluklar

Ben bana yeterim

Akrabalarimla
gidip gelmeyi
kestim

Rol model olma

Farkli

Ben neyi yanlis
yaptim?

En azindan fiziksel
bir engeli yok

Allah verdi

En ufak olumlu
sey

“...en son elini ne zaman tuttum hatirlamiyorum. Koluna
ne zaman girdim?” (A1)

“Cocuklarim hakkinda pek konugsmuyorum kimseyle
¢linkii kimsenin ger¢ekten beni anlayabilecegini
diistinmiiyorum.” (A9)

“Bir tane olsaydi digeri ona model olurdu. Model olan
bir gocugumuz yok.” (A7)

“Gozlerine farkli gelen bir ¢ocugu istemiyorlar
gercekten.” (A4)

“Daha ¢ok ilgilenirdim diyecegim ama gercekten
yapamiyordum iki tane olduklari i¢in.” (A9)

“Yani en azindan ¢ocugun elinden tutugun zaman bir
yerlere gidebiliyorsun.” (A3)

“Ben bunun miikafatin1 gérecegime inaniyorum.” (A8)

“Hani bagkalarinin ufacik diyerek gérmezden geldigi
seyleri bizim ¢ocuklar yapinca biz ¢ok mutlu
oluyoruz." (A7)

Yasamin Merkezi: iki Otizmli Cocuk Annesi Olmak

Aragtirmanin birinci sorusunu olusturan annelerin giinlik yasam deneyimleri ile ilgili bulgularin
sunuldugu bu tema ile ilgili alt1 alt temaya ulasilmistir.

Gelecek Endigesi

Sekiz anne (A1, A2, A3, A5, A6, A7, A8, A9) ¢ocuklarinin gelecekleri ile ilgili endise duymaktadirlar.
Bu endiselerin bir kismi ¢ocuklarinin yagsamda nasil kalacaklar1 ve biiyilidiik¢e farklilasan ihtiyaglarini nasil
karsilayacaklari ile ilgili belirsizliklerden kaynaklanmaktadir. Anneler, ¢ocuklar1 biiyiidiik¢e kendi ihtiyaglarini
bagimsiz olarak giderme ve farkli sosyal ortamlarin gereksinimlerini yerine getirmede zorluklar yasayacaklarimi
diisiindiikleri i¢in endigelidir.

“...yani bilmiyorum mesela bir tanesi hep askere gitmek ile alakali hayal kuruyor bu pek énemli degil
belki ama iyilesebilecekler mi evlenebilecekler mi kendi basinin ¢aresine bakabilecekler mi bunlar benim
kaygilarim. Bilmiyorum belirsizlikteyim.” (A9)

Yedi anne (A1, A3, A5, A6, A7, A8, A9) OSB olan birden fazla ¢ocuga sahip oldugu i¢in yaslanip artik
¢ocuklarina bakim verme konusunda zorlandiklarinda ¢evrelerinde ¢ocuklarinin bakimini iistlenecek kimsenin
olmayacagina inanmaktadirlar. Bunun arkasindan kendini gosteren endise ise kendilerinin 6liimiinden sonra onlara
kimin bakacag ile ilgili belirsizlik ve bunun yarattig1 kaygidir.
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“Hani bir tane olsa kardesleri normal olsa... Bunlara bakabilecek biri olsun istiyorum. Hani biz otizm
tanili cocuklarin anne babalarinda hep sey vardir bizden sonra ne olacak kaygisi vardir. Bizden sonra kim
bakacak hep o vardir mesela su an kardesleri yok. Aklima gelen o. Bizden sonra kim bakacak.” (A7)

Dort anne (A5, A6, A7, A9) ¢ocuklarini asla arkada birakmak istemediklerini, 6lene kadar onlara
bakacaklarini ve “onlarla birlikte veya onlardan sonra 6lmek™ istediklerini belirtmiglerdir.

“Ben her zaman dua ederim ki Allah’1m biiyiik oglum ile beni 6liim bile ayirmasin. Onu arkamda birakma
derim ¢iinkii o bensiz yasayamaz, su bile icemez. Ister inanin ister inanmayin su bardagini koyarim oraya ver diyor
yani isaret ediyor. Ben her zaman dua ediyorum onu kimseye birakmayacagim, Allah onu benimle alacak. Ben
bunu biliyorum yani zaten riiyalarimla falan hep goriiyorum.” (A5)

Kendini Adama

Sekiz anne (A1, A2, A3, A4, A5, A6, A8, A9) OSB olan iki ¢ocuk sahibi olduktan sonra kendilerini
tamamen g¢ocuklaria adadiklarin1 ve bunu yaparken de kendilerinden uzaklastiklarini belirtmislerdir. Anneler
cogunlukla ¢ocuklarinin egitimleri ile ilgilendikleri ve zamanlarinin biiyiik boliimiinii onlarin rutinlerini yerine
getirmeye ayirdiklari i¢in kendilerini tamamen ¢ocuklarina adadiklarini diigiinmektedirler.

“O sekilde yani ayrica bir 6zel hayattir vesaire yok yani. Sonugta evde iki tane ¢ocuk oldugu zaman
kendimize zaman ayirmamiz biraz zor oluyor agikcasi. Ya sdyle evde bir tane engelli ¢ocuk varken daha
farkli oluyor kendinize de vakit ayirabiliyorsunuz ama iki tane oldugu zaman kendinize ayirdiginiz vakit
tamamuyla iki ¢ocuga gidiyor.” (A6)

Bu yogunluk annelerin kendileri igin ayirdiklar1 zaman ile etkinlikleri kisitlamis ve arkadaglar ile
gecirdikleri zamani azaltmistir. Anneler kendileri igin ayirdiklar1 zaman sonrasinda sugluluk hissetmekte, bu
zamanin mutlaka ¢ocuklarina adanmasi gerektigine inanmakta ve ¢ocuklarinin her zaman kendilerine ihtiyact
oldugunu diisiinmektedirler.

“Yedi sekiz yildir yasadiklarimi bir ben bilirim bir de Allah bilir. Esler bile bilmiyor zaten, onlar bile
farkina varmiyor. Yani asosyal durumdayiz sosyallik yok, bir arkadag ¢evresi yok. Kendine ait bir zaman
olusturmamiz yok. Kitap okumak bile lilkks benim i¢in sanki ¢ocuklarimdan zaman calmis gibi
hissediyorum kendimi. Ekstra sekerleme yapmamiz, uyumamiz bile bize vicdan azabi olarak geri
doniiyor.” (A8)

Maddi Kaynak Yaratma

Yedi anne (A1, A2, A3, A4, A6, A7, A9) cocuklarnin egitim gereksinimleri i¢in maddi kaynak yaratma
ihtiyact dogdugunu ve bu smirhliktan dolay1 g¢ocuklari i¢in istedikleri destek ve egitimleri sunamadiklarini
belirtmiglerdir.

“Cocuklar1 6yle gok 6zel yerlere gotiirme imkanim yok benim. Gétiiremiyoruz, yani devletin destekledigi
seylere gotiirebiliyoruz. Esim zaten giivenlik gorevlisi, 6yle ¢ok yiiksek bir maas almiyor. Evimiz kirada.
Parasal durumdan...yani 6zel yerlere gotiirmek isterdim gergekten giizel egitim veren yerler var, ama iste
Oyle imkanimiz yok. Elimden geldigince devletin karsiladigi, belediyenin karsiladigi yerlere gétiirmeye
calistyorum.” (A3)

Ug anne (A3, A7, A9) cocuklarma saglayabildikleri 6zel egitim desteginin yasal haklar cercevesinde
iicretsiz olarak sunulan desteklerle sinirlt kaldigini, 6zellikle iki tane olduklari i¢in ¢ocuklarmin katilmasini arzu
ettikleri 6zel egitim digindaki sosyal etkinlik ve kurslara biitce ayiramadiklarini belirtmislerdir.

Destege Ihtiyac Duyma

Bes anne (A1, A2, A4, A6, A7) giinliik yasamda 6zellikle aile bireylerinden destek gérmeye ihtiyaglar
oldugunu ifade etmiglerdir. Istedikleri destegi goremedikleri zaman karmagik duygular yasamakta ve aile tiyeleri
ile olan iliskileri zayiflamaktadir. Annelerin bu destegi 6zellikle kendi annelerinden bekledikleri goriilmektedir.

A: “Cok kirginim. Eeee mesela annem ilk zamanlarda siirekli bana, ‘Allah yardimcin olsun kizim, Allah
yardimcein olsun kizim.” diyordu. Anne diyorum biliyor musun? Nefret ediyorum bu ciimleden dedim.
Allah tabi ki hepimizin yardimcisi olsun. Ama sen bunu bana séylemeyeceksin. Bunu bana, sokakta
oglumu fark eden bir teyze olsa ‘Ay kizim Allah yardimcin olsun.” der bana. Sen bana diyeceksin ki
‘Kizim senin i¢in ne yapabilirim? Elimden senin i¢in ne gelir?’ ” (A2)
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iki anne de (A3, A8) hastalik durumlarinda doktora gitmelerinin zorlastigini, bazen gocuklarla gitmek
zorunda kaldiklarini ve bu durumlarda da hastanedeki islemlerini saglikli yiiriitemediklerini ifade etmislerdir.

“Doktora gidecegim c¢ocuklart emanet edecegim birisi yok. Ya ben iyice koétilesmeden doktora
gidemiyorum. Mesela kronik hastaligim var ve bu beni bedensel olarak ¢okerten bir hastalik hani o bile
sorun mesela. Hani bir doktoruna gidip tahlilini yaptirmak tedavini vesaire olmak bu kadar zor olur mu
zordu. Yani yalniz olmanin dibini gordiim.” (A8)

OSB’ye Ozgii Davranis Zorluklari ile Bag Etme

Sekiz anne (A1, A2, A3, A5, A6, A7, A8, A9) ¢ocuklarinin OSB ile iligkili davranig sorunlariin giinliik
yasamlarint zorlastirdigini belirtmislerdir. Takintilar, asirt hareketli olma, arkadaglik iligkileri kuramama ve
siirdiirememe sosyal yasamda anneleri kisitlayan OSB’ye 6zgii davranis sorunlari olarak ortaya ¢ikmuistir.

“Cok fazla disar1 ¢ikmiyoruz artik. Hi¢ ¢ikmiyoruz daha dogrusu. Ciinkii ¢ocuklar disari ¢ikinca bir anda
kagiveriyor elimizden. Tutamiyoruz, zor tutuyoruz. Parka falan gotiirdigiimiizde tabi siirekli yanlarinda
oluyoruz. Yani ¢ocugu birakipta kendi basina hi¢ oynadigini bilmem. Birakmiyorum yani korkuyorum
bir anda kacarlar diye.” (A7)

Iki anne (A2, A6) 6zellikle ergenlik doneminde ¢ocuklarindaki mevcut davranis sorunlar arttig1 veya
yeni davranislar sergilemeye basladiklarindan dolay1 bas etmekte zorlanmaktadirlar.

“...ama ergenlik bizi ¢ok dibe ¢ekti hocam mesela biz E. ile her yere gidebiliyorduk. Bizim igin sikinti
yoktu mesela bazen dyle kiigiikken ¢igliklart vardi. Simdi arada bir mir mirlar1 olmasa hi¢ kimse E.’nin
otizmli oldugunu anlamaz. Ama simdi hele gecen sene vurmalar, kirmalar, otobiiste tekme tokat
birbirimize girdik. Ben hayatimda yasamadigim seyleri E. ile yasadim. Ben ailemden hi¢ boyle bir siddet
gérmemistim resmen gecen sene biz birbirimizi dovdilk yani.” (A2)

Es ile Iliskide Déniisiim

Alt1 anne (A1, A2, A3, A5, A7, AS8) tanilardan sonra esleri ile daha once yapabildikleri faaliyetleri
yapmakta zorlandiklarini, romantizmin ve birbirlerine ayirdiklart zamanin azaldigini, esleri olmadan da yasama
devam edebileceklerine inandiklarini ifade ederek esleri ile olan iliskilerinde ciddi doniisiimlere vurgu
yapmuislardir.

“Kendimi salsam beni tutup kaldiracak kimse yok. Bunu bilmek ¢ok kotii. Bunun igin ¢ok kiztyorum
kendime, esime. Yani esim ile ayrilik noktasina ¢ok geldik. Yani ¢ok oldu hi¢ konusmadan sadece
cocuklar i¢in ayni evde kaldigimiz. Birbirimize mecburmusuz gibi. Cok uzun siirdii o siire¢ler. Yani
birbirinizi goziiniiz gérmiiyor, unutuyorsunuz birbirinizi. Kadinliginizi unutuyorsunuz. O anne kimligine
o kadar kaptirtyorsunuz ki kendinizi kadinligimizi unutuyorsunuz. Esinizi unutuyorsunuz, kisiliginizi
unutuyorsunuz.” (A8)

Iki anne (A5, A7) esleriyle yasadiklari tartismalarin genellikle cocuklarla ilgili nedenlerden
kaynaklandigini, eslerinin ¢ocuklarla yeterince ilgilenmemesinin bu nedenlerden biri oldugunu belirtmislerdir. Bu
anneler, OSB olan iki ¢ocuk annesi olma roliiniin es olma roliiniin Oniine gegtigi, bu yiizden de eslerden
vazgecmenin kolay oldugunu ve bu giicii de ¢ocuklarindan aldiklarini dile getirmislerdir.

Gittikce Artan izolasyon

Aragtirmanin ikinci sorusunu olusturan annelerin sosyal yasamlarindaki degisimler ve bu degisimler
sonucunda olusan veya bu degisimlere yol acan duygusal tepkileri ile ilgili bulgularin sunuldugu bu temada dort
alt temaya ulasilmistir.

Sosyal Izolasyon

Yedi anne (A1, A3, A4, A5, A6, A7, A8) sosyal yasamda izolasyon yasadiklarini, komsulari, arkadaglar
ve akrabalar ile eskiye gore ¢ok daha az gériistiiklerini belirtmislerdir. Ozellikle ev ziyaretleri neredeyse hic
yapmadiklarimni, ziyaretler sirasinda ¢ocuklart ile ilgili sorular karsisinda ¢aresiz hissettiklerini soylemistir. Anneler
bu duruma aligtiklari, zaten iki ¢ocukla yogun bir rutin iginde olduklari i¢in sosyal ortamlara ihtiyac
duymadiklarini da ifade etmiglerdir.

“Insanlar bunu tekrar sorunca daha ¢ok iiziiliiyorsun, yarani desiyorlar gibi bir sey. Cevre yine ayn1 mesela
cocuklar kiiciikken insanlarla temas etmeye korkuyorsunuz, insanlar evine ¢agirtyor gitmeye

Sengiil-Erdem 2023, 24(2)



OTIiZM SPEKTRUM BOZUKLUGU OLAN BIRDEN FAZLA COCUGA SAHIP ANNELERIN DENEYIMLERI: 225
YORUMLAYICI FENOMENOLOJIK ANALIZ CALISMASI

¢ekiniyorsunuz. Ciinkii ¢ocugunun durumunu bilmiyor bilse de anlamiyor kimse... Kimse benim i¢imi
bilmez. Ben suan {i¢ yildir yastyorum burada benim daha derdimi yeni 6grendiler. Ciinkii insan diyor ki
bana baktiklarinda onu gérmesinler. Bir seylerin iistiinii kapatmak daha iyi geliyor sanki. Destikce daha
cok acryor.” (AS8)

Ozlem

Bes annenin (A1, AS, A6, A8, A9) sdylemlerinde 6zlem yogun bir duygu olarak kendini gostermis, 6zlem
duyduklar1 durumlar farklilik gostermistir. Ug anne (A1, AS, A9) nérotipik gelisen cocuga 6zlem duydugunu
belirtirken, iki anne (A6, A8) yalmiz kalmaya ve gecmiste kendileri i¢in ayirabildikleri zamanlara &zlem
duymaktadir.

“Saglikli bir gocugum olur diye diisiiniiyorum (giildii) simdi yiizde elli hem korku var hem de sorunsuz
saglikl1 bir ¢ocuk sahibi olma istegi var. Onu bilsem neler yapmayacagim da (giildii). Herkes saglikli bir
¢ocugu olsun ister...” (A9)

Etiketlenme

Dort anne (A1, A3, A6, A7) kendilerinin veya ¢ocuklarin etiketlenmeye maruz kaldigini belirtmislerdir.
Sosyal ortamlarda ve egitim ortamlarinda maruz kalman bu durum annelerin yasamini zorlastirmakta ve
kisitlamaktadir.

“Sadece disart ¢ikmak veya bir yere gitmek istediginiz zaman iyice diigiiniip tartip dyle ¢ikmaniz
gerekiyor. Mesela ¢ocuklarla ¢ikip alisveris merkezine gidemezsiniz ikisi de otizmli oldugu icin. En ufak
bir yere gittiginizde insanlar dik dik bakiyor iste. Hastalig1 oldugunu bilip bilmeden yargilayabiliyorlar.
Cocuklar rahatsiz olmasin diye genelde kapali ortamlara degil de agik ortamlara gitmeyi tercih ediyoruz.”
(A6)

Annelerin ebeveynlik becerilerinin yargilanmast da bu etiketlenmenin kapsamindadir. Anneler,
cocuklariin sosyal ortamlarda sergiledikleri uygun olmayan davraniglardan dolay1 kendilerinin “kétii anne”
olarak etiketlendigini ifade etmislerdir.

“Disar1 ¢iktigimiz zamanlar ¢ok anlayigsiz insanlar oluyor gercekten. Cogu insanla da kavga etmigimdir
bu yiizden. Mesela bir tane kadimin metrodan digart attigimi hatirliyorum. Bana ¢ocuklarin engelliyse
disarda ne isin var dedikleri zaman sinirlerim tavana vurdu kadimi tuttum disariya attim durakta
durdugumuzda...Yani biz bunu se¢medik biz bunu kendimiz boyle olsun istemedik.” (A3)

Kendine ve Cocuga Ofke

Dort annenin (Al, A3, A6, A7) yasadiklart durum igin 6fke hissettigi ve bu 6fkeyi farkli sekillerde
yansittiklar1 ortaya ¢ikmistir. Iki anne OSB olan ¢ocuklari ikiz oldugu igin bebekliklerinden itibaren bebek bakimi
konusunda yetersiz hissetmis, yardimei olacak kimse olmadigi igin ¢ocuklari ekrana fazla maruz birakmistir ve
bundan dolay1 kendilerine 6fke duymaktadir.

“Mesela ekrana ¢ok maruz kaldilar. Ne zaman isim olsa odaya koyardim onlar1 onlarda televizyonda ne
varsa onu izliyorlardi. Yani bizi ekran ¢ok etkiledi, yalnizlik etkiledi, benim yetisememenm etkiledi.” (A4)

Bir anne ikiz ¢ocuklariin ikisinin de OSB olmalarindan dolay1 6fke hissetmekte ve su sekilde ifade
etmektedir,

“Normal gelisim gosteren iki ¢ocugu yetistirmek bile zorken bu sekilde olan iki ¢ocugu yetistirmek iki
kat1 daha zor. Hatta bazen ben sey diyorum esime ‘neden boliindiiler acaba boliinmeselerdi bir tane
olacaklardi.” (giildii). (A9)

Giiclenme Cabalar

Aragtirmanin {i¢ilincii sorusunu olusturan annelerin kendilerini gii¢lii kilmak icin gelistirdikleri bag etme
stratejileri ile ilgili bulgularin sunuldugu bu temada {i¢ alt temaya ulagilmistir.

Cocuklart Kiyaslama

Yedi anne (A1, A3, A4, A5, A6, A7, A9) kiyaslama yaparak kendilerini giicli kilmaya ¢alismaktadir. Bu
annelerden bazilar1 ¢ocuklarini kendi ¢ocuklarindan daha yogun yetersizlige sahip olduklarini diistindiikleri farkl
yetersizlige sahip cocuklarla kiyaslamakta ve kendilerini sansli gérmektedirler.
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“Keske otizmli olmasalardi diyorum. Onu dedigimiz ¢ok oluyor ama sonra da iyi ki diyorum boyle
oldular. Ya boyle olmasaydi daha farkli olsaydi daha ¢ok kotii gocuklar var yani onlarin yasadiklar: bizim
yasadiklarimiza gore daha zor. Annelerinin durumlarini diistinemiyorum. Mesela cihaza bagl yastyorlar
Allah sabir versin valla hi¢ bir sey diyemiyorum. Onlar1 gériince ¢ok siikrediyorum agikgasi. Oyle
olmalarindansa boyle olmalar1 daha iyi. Kendi ayaklari tizerinde durabiliyorlar tamam bazi huylar1 geride
ama...” (A7)

OSB olan iki ¢ocugunu kendi icinde kiyaslayarak da annelerin kendilerini giiclii kilma cabasi icinde
olduklar1 ortaya ¢ikmistir. Bu kiyaslama hem akademik beceriler hem de davranig ve iletisim ozelliklerinde
kendini gostermektedir.

“K. yine iletisim konusunda daha iyi, Y. o kadar degil baska ¢ocuklarla ¢gok iletigim kurmuyor oynamiyor
ama en azindan bagkalarini farkina varmaya baslamiglar. K. daha iyi farkinda tabi K. mesela gidip bir sey
isteyebiliyor oynayalim diyebiliyor. Bagka ¢ocuklarla iletisim kurmaya ¢alisiyor tabii ki. Y. biraz daha az
iletisim ve sosyallesme var.” (A4)

Dini Inang

Annelerin gii¢lii olma cabalari i¢inde dini 6geler siklikla vurgulanmistir. Yedi anne (A2, A3, A4, AS, A6,
A7, A8) ozellikle dini inanglardan beslenmekte ve iki OSB tanilt ¢ocuk sahibi olmanin diinyada bir sinav
oldugunu, bu smav1 hakkiyla gegmek icin ¢abaladiklarini, ¢ocuklarinin Allah tarafindan goénderilmis birer melek

oldugunu ve mutlaka bunun karsiliginda miikafatlandirilacaklarma inandiklarimi belirtmislerdir. Anneler bu
diisiincelerin kendilerini giiglii hissettirdigini ve kabullenmelerini kolaylastirdigini ifade etmektedir.

A: “Mesela ben orda ¢ok sorguladim kendimi. Ben niye depresyona girmedim. O zaman ben mesela
kendimi ¢ok iivey anne gibi hissettim demistim ya en ¢ok orda hissetmistim ben. Ben niye boyle
hissetmedim ben ¢ocugumu sevmiyor muyum?

G: Nasil cevap verdiniz kendinize bu soruyu sordugunuz zaman?
A: Yine Allah’a inancina bagladim. Elhamdiilillah.” (A2)

“Yani zor ama ben 6zel anne oldugumu diistiniiyorum. Demek ki ben bunu yapabilecekmisim ki Allah
bunu bana nasip etmis. Ben bunun ileride miikafatlart olacagini da diisiiniiyorum 6ldiikten sonra. Bunlar
bana Allah’1in hediyesidir ben dyle diigiiniiyorum.” (A3)

Kiiciik Basarilar Biiyiik Mutluluklar

Altianne (A1, A3, A5, A6, A7, A8) ¢ocuklarinin ¢ok kiigiik basarilari karsisinda ¢ok mutlu hissettiklerini,
gelecege daha umutlu baktiklarini ifade etmislerdir. Bu duygu 6zellikle gocuklarmin gelisimlerinde doniim noktast
olan, norotipik gelisim iginde kendiliginden kazanilan fakat OSB i¢in kazanilmasi zor olan becerilerin kazanimi
durumunda hissedilmektedir.

“Cocuklarimdan en ufak seyde sanki annemden yeni dogmus gibi mutlu oluyorum. Onlardan gelen en
ufak olumlu bir sey beni ¢cok mutlu ediyor. Unutturuyor yani bana tiim acimi, kederimi, yorgunlugumu.
Yani ¢ok siikiir 1. kendini kurtarabilir. Az da olsa yemegini yiyebiliyor, kiyafetini giyiyor, kendini ifade
edebiliyor. F. de abisi gibi hani kendini ifade etse, konussa, bu tiir seyler yapabilse keske...” (A6)

Annelerin ifadelerinde ortaya ¢ikan bir baska bulgu ise kendilerini mutlu hissetmelerinin ¢ocuklarinin
gosterecegi kiigiik basarilara bagli oldugudur.

“En azindan sakin dursalar hani sakin. Ya da bir sey sorunca cevap verirse ¢ok mutlu olurum, iyilesiyor
benim ¢ocugum derim, gérityorum bunu derim. Mesela gecen benim biiyiik cocuk ‘¢is’ dedi. 10 yasinda
¢is deyince diinya benim oldu. Dedim ¢ocuk konusacak diizeldi ¢ocuk dedim. Allah dualarimi kabul etti.
Sevindim yalan yok. Gétiirdiim ¢is dedi diye ¢isi de yokmus. Olsa da ¢is diyor olmasa da diyor. Cok
stikiir konusuyor yavas yavas aciliyor herhalde bilmiyorum ama.” (AS5)

Arastirmada verilerin analizi sonucunda ulagilan bulgular {i¢ ana tema altinda sunulmustur. Birinci ana
tema olan yasamin merkezi: iki otizmli cocuk annesi olmak bashigi altindaki bulgular gelecek endisesi, kendini
adama, maddi kaynak yaratma, destege ihtiya¢c duyma, OSB’ye 6zgii davranis zorluklar ile bag etme ve es ile
iliskide déniisiim olmak iizere alt1 alt tema altinda aktarilmistir. Ikinci ana tema olan gittikge artan izolasyon
icindeki bulgular sosyal izolasyon, 6zlem, etiketlenme ile kendine ve gocuga 6fke olmak iizere dort alt tema olarak
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sunulurken, {i¢iincii ana tema olan giiclenme ¢abalari ile ilgili bulgular ¢ocuklart kiyaslama, dini inang ve kii¢iik
basarilar biiylik mutluluklar olmak {iizere {i¢ alt tema altinda aktarilmistir.

Tartisma

OSB olan birden fazla ¢ocuga sahip annelerin deneyimlerini anlamak amaciyla yiiriitiilen bu arastirmada
annelerin deneyimleri ii¢c ana tema altinda sunulmustur; yasamin merkezi: Iki otizmli ¢ocuk annesi olmak, gittikge
artan izolasyon ve giiclenme ¢abalari. Anneler, OSB olan birden fazla ¢ocuk annesi olmanin yasamlarinin
merkezlerini olusturdugunu, yasamlarindaki diger rollerin ve yasantilarin bu rol cevresinde sekillendigini
belirtmigtir. Anneler, ¢ocuklarinin tanilarindan sonra yalnizliklarinin arttigini, yasamdan kendilerini geri
¢ektiklerini, sosyal aglariin zayifladigini, gegmise ve ndrotipik gelisim gosteren ¢ocuga dzlem duyduklarim
belirtmiglerdir. Bu olumsuz etkilerin yaninda annelerin kendilerini giiglii kilma ¢abasi i¢inde olduklari, bunun i¢in
¢ocuklarmin kiigiik basarilarina odaklandiklari, ¢ocuklarini bazen daha yogun yetersizligi olan baska ¢ocuklarla
bazen de birbirleri ile kiyasladiklari ortaya ¢ikmistir. Ayrica dini 6geler annelerin kendilerini giiglii kilma gabasi
icinde 6nemli bir yer tutmaktadir.

Aragtirmanin ilk sorusunu olugturan annelerin giinliik yagsam deneyimlerinin sunuldugu yasamin merkezi:
iki otizmli ¢ocuk annesi olmak temasi altinda anneler yogun bir sekilde gelecek endisesi duymakta, ¢ocuklar
biiylidiikce bakim vermenin zorlasacagini, 6zellikle yaslanma veya yasama veda etme durumlarinda ¢ocuklarina
bakim sunacak birilerinin olmayacagini diisiinmektedirler. OSB olan birden fazla ¢ocuga sahip olmak bu kaygiy1
korkuya doniistirmektedir. Caligmanin bu bulgusuna benzer kaygilar bagka c¢aligma bulgular1 ile
desteklenmektedir (Bilgin & Kiigiik, 2010; Fernandez-Alcantara vd., 2016; Pepperell vd., 2018). Annelerdeki
korku ve kaygi daha ¢ok kendileri bakim veremeyecekleri zaman ¢ocuklarina gelecekte ne olacagi ile ilgilidir
(Fernandez-Alcéantara vd., 2016; Pepperell vd., 2018). Bagimsiz yasami siirdiiremeyecek oluslart da kaygi ve
korku yaratmaktadir (Fernandez-Alcantara vd., 2016). Arastirmaya katilan annelerin kendilerini tamamen
¢ocuklarina adadiklari, zamanlarinin ¢ogunu ¢ocuklarina ayirdiklar: hatta bu kendini adamanin annelerin birey
olarak kendinden uzaklagma ve iki OSB olan ¢ocuk annesi olma iizerinden bir kendilik yapilanmasina neden
oldugu sdylenebilir. Kimura ve Yamazaki (2013) tarafindan yiiriitiilen ve gelisimsel yetersizligi olan birden fazla
¢ocuga sahip annelerin deneyimlerini inceleyen calismanin bulgulart ile aragtirmanin bulgulart benzerlik
gostermektedir. Caligmada o6zellikle annelerin zamanlarinin ¢ogunu c¢ocuklart ile gegirmelerinden dolay1
dinlenmeye firsatlart olmadig1 ve hem fiziksel hem de zihinsel olarak siirekli yorgun olduklar1 belirtilmistir. Baska
bir ¢alismada anneler kariyerlerini feda ettiklerini ve isten ayrildiklarini belirtmiglerdir (Gobrial, 2018). Anneler,
kendilerini daha iyi hissetmelerine yardimci olacak etkinliklere katilim kisitliligindan olumsuz etkilenmekte,
bir¢ok rolil yerine getirme ve siirekli bir seyler feda etme zorunlulugu hissetmektedir (Safe vd., 2012).

Calismada annelerin OSB olan birden fazla ¢ocukla yasamlarini siirdiiriirken destege ihtiya¢ duyduklart
ve giinliik yasam rutinlerini yerine getirirken zorlandiklart ortaya ¢ikmistir. Ayrica, anneler giinlik yasamlarini
stirdiiriirken bekledikleri destegi ailelerinden ve yakinlarindan géremedikleri ifade etmislerdir. Alanyazinda OSB
olan ¢ocuga sahip ailelerin algiladiklari sosyal destegin tipik gelisim gosteren ¢ocuklarin annelerinin algiladiklart
destekten daha disiik oldugu belirtilmektedir (Obeid & Daou, 2015). Calismanin bulgular1 alanyazindaki farkl
calisma bulgular1 tarafindan desteklenmektedir (Pepperell vd., 2018; Safe vd., 2012). Bu ¢alismalardan birinde
anneler kendi ailelerinden gelecek destegin dnemine vurgu yapmis ve ailelerinden destek goremediklerini, bunun
sonucunda da OSB olan ¢ocuklarina saglayabildikleri hizmetlerin kisitlandigt belirtmislerdir (Pepperell vd., 2018;
Safe vd., 2012). Kimura ve Yamazaki’nin (2013) calismasinda da annelerin hissettikleri destegin yetersiz
olmasmin annelerin yorgunlugunu arttirdig1 ¢iinkii farkli gereksinimi olan birden fazla ¢ocuga ebeveynlik
yapmanin annelere tastyabileceklerinden fazla yiik bindirdigi belirtilmektedir. Alanyazindaki bu bulgulardan yola
¢ikarak annelerin ihtiyaci olan destegi saglayacak sistemlere veya kaynaklara ulagamadiklarini sdylemek
miimkiindiir. Bir yandan da OSB olan ¢ocuga sahip annelerin algiladiklar1 destek ve iyi olus diizeyleri arasinda
pozitif yonlii bir iliski oldugu ve algilanan destek arttikca depresyon ve stres gibi olumsuz yasantilarin azaldigt
belirtilmektedir (Benson, 2012). Ekas ve Whitman’in (2010) ¢alismasinda OSB olan ¢ocuk sayisi annelerin
olumsuz duygularin1 yordayan tek anlamli degisken olarak ortaya ¢ikmustir. Calisma bulgularina gére ailedeki
OSB olan ¢ocuk sayisi arttik¢a annelerin yasadiklar: olumsuz duygular, stres ve depresyon gibi olumsuz durumlar
artmakta ve yasam doyumu azalmaktadir. Mevcut ¢aligma nitel desenle yiiriitiilmiis olsa da nicel yiiriitiilen bu
¢alisma (Ekas & Whitman, 2010) bulgularin genellenebilirligini desteklemektedir.

Mevcut g¢alismada anneler Ozellikle hastaneye gitmek gibi acil durumlarda destek alacak kisiler
olmadigin1 ve bu durumun aldiklar1 saglik hizmetlerini aksattigini belirtmisglerdir. Bu bulgu, Kimura ve
Yamazaki’nin (2013) caligmasinin bulgulan tarafindan desteklenmektedir. Kimura ve Yamazaki’'nin (2013)
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calismasinda da yetersizligi olan birden fazla ¢ocuga sahip anneler 6zellikle hastaneye gitmek, aile bireylerinin
hasta olmasi ve ¢ocuklarinin okullari ile ilgili etkinliklerde esnek sosyal desteklere ihtiya¢ duyduklarini fakat bu
hizmetlere ulasamadiklarin1 veya ulassalar bile esnek bir hizmet alamadiklarini ifade etmislerdir. Iki ¢aligmanin
benzer bulgularindan yola cikarak 6zellikle 6zel gereksinimli birden fazla cocuga sahip olmanin ihtiya¢ duyulan
destek diizeyini arttirdig1 fakat annelerin destek ihtiyacinin karsilanmasinin zorlastig1 sdylenebilir.

Calismada anneler, OSB’ye 6zgii 6zelliklerin yagamlarimi zorlagtirdigini ve 6zellikle bazi davranislari
yonetmenin zor olmasi nedeniyle giinliik yasamda aksakliklar yasadiklarini belirtmislerdir. Anneler, iki ¢ocuk ile
sosyal ortamlara girme zorlugu yagamakta ve OSB annelerin yasamina yon vermektedir. Kimura ve Yamazaki
(2013) tarafindan yiiriitiilen ¢aligmada da anneler 6zel gereksinimi olan birden fazla ¢ocukla disari ¢ikmanin
¢ocuklarin problem davraniglarindan dolay1 zorlastigini ifade etmislerdir. Bir bagka g¢alismada annelerin
¢ocuklarmin toplum i¢indeki davranislarindan dolay1 utang duyduklar1 ve bunun sosyal ortamdan ¢ekilmelerine
neden oldugu belirtilmektedir (Gobrial, 2018). OSB’ye 6zgii davranig sorunlari ayrica annelerin yasadiklari stresin
en biiyiik nedenleri arasinda yer almakta ve yasam kalitesini etkilemektedir. Vasilopoulou & Nisbet (2016) OSB
olan ¢ocuga sahip ebeveynlerin yasam kaliteleri ile ilgili yaptiklar: sistematik derleme calismasinda ebeveynlerin
yasam kalitesini etkileyen cocukla ilgili etkenlerin en 6nemlisinin ¢ocuklarinin davranig zorluklart oldugunu,
cocuklarin davranig sorunlar: arttikca ebeveynlerin ruhsal ve fiziksel alanlarda yasam kalitesinin diistiigiini
belirtmiglerdir. OSB olan ¢ocuklarin davranis sorunlarinin anneler i¢in zorlayici bir deneyim olmasinin
nedenlerinden biri OSB olan ¢ocuklarin fiziksel 6zelliklerinin norotipik gelisim gosteren ¢ocuklardan farkli
olmamasidir. Fiziksel goriinim ¢ocuklarin OSB’ye 6zgii davranislarin1 daha az anlasilir kilmakta, bu durum
davraniglarin anneden kaynakladigimni diisiincesine neden oldugu igin annelerin yasamlarini zorlagtirmaktadir
(Nicholas vd., 2020).

Calismada anneler, OSB olan birden fazla ¢ocuga sahip olmanin esleri ile olan iliskilerinde koklii
degisimlere neden oldugunu belirtmislerdir. Anneler, esleri ile iliskilerinin olumsuz yoénde etkilendigini,
evliliklerinde es roliinden uzaklastiklarini, kadinlik algilarmin degistigini belirtmislerdir. Bu bulgular farkli
calisma bulgulart ile desteklenmektedir. OSB olan ¢ocuklara siirekli bakim verme zorunlulugundan dolay: esler
birbirinden uzaklagmakta ve farkli roller iistlenmektedir. Bu rolleri yerine getirirken eslerden yeterince destek
almadigina inanan anneler eslere kars1 6fke hissetmektedirler (DePape & Lindsay, 2015). Iliskideki bu doniisiimiin
OSB olan cocuklar yetistirmenin ¢ok stresli olmasindan kaynaklandigi (Sim vd., 2018) ve eslerin tanidan dolay1
birbirini su¢glamasi gibi olumsuz sonuglara yol a¢tig1 (Flecther vd., 2012) alanyazinda ortaya konan bulgulardandir.

Aragtirmanin ikinci sorusunu olusturan annelerin sosyal yasam ve duygusal tepkilerindeki degisimlerin
sunuldugu gittikce artan izolasyon temasi altinda annelerin sosyal yasamdan geri ¢ekildigi ve bunun bazen
cevreden kaynakli bazen de kendi tercihleri sonucunda olustugu sdylenebilir. OSB’nin bilinmeyen gergeklerini
anlama ¢abasi annelerin giinliikk yasamlarini, rutinlerini ve sosyal iliskilerini ka¢inilmaz bir degisiklige
ugratmaktadir (Reddy vd., 2019). Anneler, ¢ocuklar1 OSB tanisi aldiktan sonra “terapist”, “hak savunucusu” ve
“kriz yonetici” gibi farkl bir¢ok rol iistlendiklerini, diger gocuklarina bakim verme, es olma, kendi ebeveynlerine
bakma ve calisma gibi mevcut rolleri ile ¢atigma yasadiklarint ve bu catigmay1 yonetmekte zorlandiklarini
belirtmektedir. Annelerin bu rolleri zamanlarini azaltmakta, sosyal ¢evrelerinin daralmasina ve sosyal olarak izole
hissetmesine neden olmaktadir (Nicholas vd., 2020). Bazen kendini sosyal olarak geri ¢ekme bir bas etme
mekanizmasi olarak da ortaya ¢ikabilmektedir (Furrukh & Anjum, 2020). Mevcut ¢alismadaki annelerin de
belirttigi gibi anneler nérotipik gelisen ¢ocuklarin anneleri tarafindan anlagilmadiklarina inanmakta ve bu diisiince
onlarin kendilerini sosyal yasamdan ¢ekmelerine yol agmaktadir (Safe vd., 2012).

Bu calismada etiketlenme annelerin yogun olarak dile getirdikleri olumsuz bir deneyim olarak ortaya
¢ikmustir. “Kotii ebeveyn” olarak etiketlenme daha ¢ok sosyal yasamin iginde iken yabanci kisiler tarafindan OSB
olan ¢ocuklarin OSB’ye 6zgli davraniglar sergiledikleri zamanlarda ortaya ¢ikmaktadir. Benzer sekilde ebeveynler,
OSB olan ¢ocuklarinin fiziksel olarak nérotipik gelisen ¢cocuklara benzedigi igin problem davranislarin nérotipik
gelisen ¢ocuk davranisi olarak degerlendirildigini (DePape & Lindsay, 2015), bu damgalanmanin gocuklarin ve
bakim veren kisilerin yasam kalitelerini biiyiik oranda etkiledigini ve strese neden oldugunu belirtmektedirler
(Gobrial, 2018). Tipik gelisen ¢ocuk olarak algilanan OSB’li ¢ocugun (Kuhlthau vd., 2014) toplum igindeki
davraniglar1 toplum tarafindan haksizca degerlendirilmektedir. Ayrica, anneler g¢ocuklarinin baska cocuklar
tarafindan diglanmasindan act duymaktadir (Safe vd., 2012). Pakistan’da yiiriitilen bir ¢alismada ¢ocuklarin
davraniglar: norm dis1 algilandiginda ve anneler bu davranislar: kontrol edemediginde etiketlenmenin annelerin
“kotii” ebeveynligi olarak kendini gdsterdigi belirtilmektedir (Furrukh & Anjum, 2020). Bu deneyimler sonucunda
anneler kendilerini toplumdan soyutlayarak kendi yasamlarini kurmaya ¢aligmaktadir.
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Annelerin kendilerini sosyal yagamdan c¢ekmeleri ile ilgili Gray (1993) mevcut ¢aligma bulgularini
actklayan bulgular sunmaktadir. Gray’e (1993) gére OSB olan ¢ocuga sahip ebeveynler “normal aile yasami”
olarak tanimladiklar1 sosyallesme yeteneklerini, aile iiyeleri arasindaki etkilesim ile hissedilen duygusal kaliteyi
ve normal ailelerin yaptiklarini diisiindiikleri rutinleri ve ritiielleri kaybettiklerini hissetmektedirler. Bu his,
annelerin ¢cocuklariin normal goriiniisle birlikte yikici ve sosyal olmayan davranislar: sonucunda maruz kaldiklar
etiketlenme ile birlesince sosyal izolasyona yol agmaktadir (Fletcher vd., 2012). Kuhlthau ve digerleri (2014)
¢ocuklarinin problem davranislari ile toplumun bakis agisinin annelerin hissettigi sosyal izolasyon duygusunu
tetikledigini belirterek mevcut ¢alismay1 desteklemektedir. Mevcut ¢alismada da anneler sosyal izolasyonun
sadece kendi tercihleri veya sadece toplum bakis agisindan kaynaklanmadigini, her iki durumun etkisiyle ortaya
¢iktigini belirtmislerdir.

Calismada annelerin duygusal tepkileri arasinda yer alan 6zlem duygusu gegmiste annelerin yalniz kaldig:
veya kendilerine ayirdiklari zamanlara ve norotipik gelisim gosteren ¢ocuga karsi hissedilmektedir. Bagka bir
calismada da benzer sonuglar ortaya ¢ikmis ve anneler kendi iyi oluslar1 ve sagliklari iizerinde etkileri olan, deger
verdikleri etkinliklere katilim zorluklar1 yasadiklarini belirtmektedir (Safe vd., 2012). Ayn1 ¢calismada anneler,
sadece kendilerine kalan bir zamanin eksikli§ine vurgu yapmakta ve bu zamani, stlendikleri bir¢ok roliin
taleplerinin ve OSB olan bir ¢ocugun annesi olmanin getirdigi bilissel yiikiin olmadig1 ve zorlayict duygular
hissetmedikleri zamanlar olarak tanimlamaktadirlar (Safe vd., 2012).

Kendilerine ve OSB olan ¢ocuklarina kars1 hissettikleri 6fke annelerde yasadiklar: duruma bir tepki olarak
ortaya ¢ikmistir. Alanyazinda bu bulguyu destekleyecek ¢alismalarin kisitli oldugu ve 6fkeden ziyade daha farkli
duygularin hissedildigi goriilmektedir. Ofke, daha ¢ok egitimcilere ve saglik hizmetleri ile 6zellikle ¢ocuklarinin
OSB kaynakl1 6fke krizlerinde bagka ebeveynlerin ve ¢ocuklarin tepkilerine karsi hissedilmektedir (Fernandez-
Alcantara vd., 2016). OSB olan bir ¢ocuga sahip annelerle yiiriitiilen ¢alismalarda annelerin yogun olarak OSB’nin
tedavi edilebilir bir dogasimnin olmamasi, OSB’yi daha erken doénemde fark etmemis olmalari, ¢ocuklarinin
yasadiklart durumun kendilerinin yaptiklarinin sonucu olabileceginden kaynakli sugluluk ve hayal ettikleri
ebeveynligini yasayamamaktan kaynakli hayal kiriklig1 (Gobrial, 2018) dikkati ¢cekmektedir. Uziintii ve sikinti
daha c¢ok kendini bosluk ve caresizlik olarak gostermektedir. Anneler, cocuklarinin durumlarina katki
saglayamadiklari, onlarin yetersizlikleri ile bas edecek beceri ve kaynaklara sahip olmadiklarini diisiindiikleri i¢in
caresiz hissetmektedirler (Fernandez-Alcantara vd., 2016). Annelerin kendi ¢ocuklarina kars1 hissettikleri 6fkeyi
ifade etmeleri hissettikleri suglulugu arttiracagi i¢in alanyazinda ¢ok ifade bulamadig: fakat ¢alismada annelerin
OSB olan birden fazla ¢ocuga sahip olmanin getirdigi psikolojik yiikii tasima zorlugundan ifade edilmis oldugu
diistintilmektedir.

Aragtirmanin {iglincli sorusunu olusturan annelerin kendilerini giiglii hissetmek igin gelistirdikleri
stratejilerin sunuldugu giiclenme ¢abalari temasinda annelerin tiim olumsuz deneyimlerine karsin kendilerini
¢ocuklari igin gii¢lii hissetmek zorunda hissettikleri, kendilerini biraktiklari anda ¢ocuklarinin meveut durumunun
daha kotii olacagma inandiklar1 ve gesitli gliglenme yontemleri gelistirdikleri ortaya ¢ikmigtir. Caligmanin bu
yondeki bulgular1 Kimura ve Yamazaki’nin (2013) ¢alismasinin bulgular tarafindan desteklenmektedir. Kimura
ve Yamazaki’nin (2013) ¢alismasinda da mevcut ¢alisma ile benzer olarak yetersizligi olan birden fazla ¢ocuga
sahip anneler ¢ocuklarinin problem davraniglarindan dolay1 yasamlarindaki 6nceki yili “dibe vurma” yili olarak
nitelendirmelerine ragmen, yagsamlarini siirdiirmek i¢in olumlu ve iyimser bir yol bulmaya c¢abaladiklarini ifade
etmislerdir.

Dini 6gelere yapilan vurgular giiclenme stratejileri icinde dnemli bir yer tutmaktadir. Caligmada annelerin
tizerinde durduklart ¢ocuklarnin Allah tarafindan gonderilen birer “hediye” ve “melek” olduklari, kendilerinin
gonderilmis bu meleklere bakmak igin se¢ilmis olduklari inanislar1 farkli c¢alisma bulgulari tarafindan
desteklenmektedir (Jegatheesan, Fowler vd., 2010; Gobrial, 2018). Jegatheesan, Fowler ve digerleri (2010)
tarafindan yiritilen g¢alismada ebeveynler “6zel ¢ocugunun” yetistirilmesi i¢in kendilerinin Allah tarafindan
secildiklerine inanmaktadirlar. Ebeveynlere gore, Allah onlara karmasik bir yetersizlik olan OSB olan bir ¢gocuk
vermeden Once onlarin ahlaki 6zellikleri, dayanaklilik, sevgi dolu olma ve cocugu koruma yetenekleri gibi birgok
ozelliklerini dikkate almis ve ¢ocugu onlara bu sekilde gondermistir. Allah, ebeveynlerin g¢ocuklarini
birakmayacagni, becerilerini gelistirmek i¢in imkan saglayacagini bilmektedir. Calismada Islam dininin annelerin
OSB tanil1 bir cocuga yiikledikleri anlama yon verdigi, islam dinindeki kader anlayisinin ebeveynlerin gocuklarimi
kabul etmelerini kolaylastirdig1 vurgulanmistir (Jegatheesan, Miller vd., 2010). Dini bakis agis1 annelerin azim,
hosgorii, anlayis, sefkat, sabir ve umut gibi 6zelliklerini destekleyip kisisel gelisimine katki sunmakta, kendi
yasamlarina farkli bir bakis acis1 gelistirmelerini saglamaktadir (Reddy vd., 2019). OSB olan ¢ocuklarin
annelerinin dini inang diizeyleri arttik¢a depresyon gibi olumsuz etkiler azalmaktadir (Ekas vd., 2009). Miisliiman
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ebeveynler OSB tanili ¢ocuklarmin Allah’in istegi, se¢imi, hediyesi ve siavi oldugu inanglari iizerinden olumlu tutum
gelistirmekte ve OSB tanili ¢ocuklarini kabul etmektedirler. Miisliiman ebeveynlere gore Allah onlar1 bu durumla bag
edecek giicle donatmigtir (Bernier & McCrimmon, 2022). Tiirkiye’de yapilan calismalarda da dini 6gelerin tani
sonrasinda giiclii bir bas etme stratejisi olarak ortaya ¢iktig1 goriilmektedir (Giileg-Aslan, 2017; Yassibas & Colak,
2019). Dini 6gelerin giiclii bir bag etme stratejisi oldugu Miisliiman olmayan ebeveynlerle yapilan ¢alismalarda da ortaya
konmaktadir (Ilias vd., 2016; Tarakeshwar & Pargament, 2001). Bu calismalardan birinde farkli dinlere mensup ve OSB
tanili ¢cocugu olan annelerin dini inanglarmin 6nemli bir bas etme stratejisi olarak ortaya ¢iktigi goriilmektedir.
Calismada anneler kader anlayiginin OSB tanili bir ¢ocuga sahip olmaya karsi anlam arayislarinda bir gerceve
olusturdugunu ve dini ritiiellerinin kendileri i¢in 6nemli bir destek sistemi olusturdugunu belirtmislerdir (Ilias vd., 2016).

Annelerin, giiclenmek i¢in ¢ocuklarinin kiigiik basarilarina odaklandig1 bulgusu alanyazinda yapilan benzer
caligmalarla desteklenmektedir. Ebeveynler, beklentilerini ¢ocuga uyumlamakta ve onun kiigiik basarilarimi biiyiik
basarilar olarak gormektedirler. Anneler, ¢ocuklarinin akademik kazanimlarindan ziyade giinliik yasamlarinda bagimsiz
becerileri kazanmalari karsisinda mutlu olmakta ve kendilerini daha iyi hissetmektedirler (Reddy vd., 2019). Bir bagka
calismada ebeveynler, kendilik algilarini ve ailelerinin devamliligini saglamak i¢in OSB olan ¢ocuklariin gelisimsel
doniim noktalarinin tipik gelisim gdsteren c¢ocuklarinkinden farkli olacagini kabullenmenin Onemine vurgu
yapmaktadirlar. Ebeveynler, OSB olan ¢ocuklarin gecikmis veya farkli gergeklesen gelisimsel doniim noktalarinin
normal gelisim doniim noktalart kadar 6nemli oldugunu, bdylece umutlarini siirdiirebildiklerini ifade etmislerdir
(Woodgate vd., 2008).

Sonuc ve Oneriler

OSB olan birden fazla g¢ocuga sahip annelerin deneyimlerini anlamayi amaglayan bu yorumlayici
fenomenolojik analiz ¢aligmasinin sonuglari, ailelerin yasamlarina daha yakindan bakabilmek, ihtiyaglarini ortaya
¢ikarmak, uygun midahaleleri planlamak ve kullandiklari bag etme stratejilerini anlayabilmek ic¢in Onemlidir.
Alanyazinda OSB olan bir ¢ocuga sahip annelerle yapilan ¢alismalarda annelerin sosyal yasamda etiketlendikleri, sosyal
yalnizlik hissettikleri ve ¢esitli bag etme stratejileri gelistirdikleri bilinmektedir. Bu ¢aligma bulgularina gére, OSB olan
birden fazla g¢ocuga sahip olmak anneleri daha fazla sosyal yalnizliga itmekte ve “annelik roliinii” yasamlarinin
merkezine almaktadir. OSB olan ¢ocuklarini yagamin merkezine alan annelerin diger sosyal ve kisisel alanlarinda ciddi
degisimler ve doniisiimler olmakta, ¢ocuklarina 6fke, norotipik gelisim gosteren ¢ocuga ve kendilerine ait yasam
alanlarina 6zlem gibi duygusal tepkiler gelismektedir. Bu degisimlerle birlikte bazi bas etme stratejileri ortaya
¢tkmaktadir. Dini inang¢larin bu stratejiler i¢erisinde dnemli bir yer tuttugu sdylenebilir.

Dokuz gériismenin altisinin yiiz yiize, ti¢iliniin telefonda gergeklestirilmesinin ¢aligmanin sinirliligi olarak
okuyucuya aktarilmasi faydali olacaktir. Telefonla gerceklestirilen goriigmelerde de arastirmaci goriisme notlari
tutmustur fakat gériisme derinliginin yiiz ylize gerceklesen goriismeler kadar yakalayip yakalayamadigi belirsizligi,
aragtirmacinin katilimcmin beden durusu ve duygusal tepkilerini birebir gozlemleme sanst bulamamis olmasi
aragtirmanin siirliligi olarak belirtilebilir.

Calismanin bulgular1 ve bulgularin alanyazin 15181nda tartisilmasi sonucunda ileri arastirmalar ve uygulamalar
i¢in bazi Oneriler sunulabilir. OSB gibi dogas1 zor gelisimsel bir farkliliga sahip birden fazla ¢ocugu olan annelerin
ihtiyaclarmin belirlenmesi ve destek sistemlerinin olusturulmasinin annelerin yasadiklari sosyal yalnizligin azaltilmasi
icin etkili olacagi diigiiniilmektedir. Yasamin merkezi olarak goriilen “annelik” rollinlin yasamin diger alanlarini
kisitlamasinin azaltilabilmesi igin annelerin sistematik psiko-sosyal destege ihtiyaci vardir. Bununla birlikte cocuklarini
kisa siireli birakabilecekleri bakim ve rehabilitasyon hizmetlerinin planlanmasinin etkili olacagi diisiiniilmektedir.

Calismada OSB tanili iki gocugu olan anneler ile goriisiilmiistiir. Tkiden fazla OSB tanili ¢ocugu olan anneler
ve babalar ile yiiriitillecek ¢aligmalarin, OSB’nin aile sistemleri {izerindeki etkisinin incelenmesinde faydali olacagi
diisiiniilmektedir. Farkli yetersizlige sahip birden fazla ¢ocugu olan ailelerle ¢alismalar yiiriitiiliip bulgularin farklilasip
farklilasmadigi ve ¢ocuktaki OSB tanisinin anneler iizerindeki etkiyi nasil degistirdigi incelenebilir. Babalar ve kardesler
gibi ailenin diger iiyeleri ile benzer ¢aligmalar yiiriitiillebilir. Ayrica ¢aligma grubu biiyiikliigiiniin daha genis tutuldugu
nicel aragtirmalarin yiiriitiilmesinin OSB olan birden fazla ¢ocugun aile iiyeleri {izerindeki etkilerinin genellenebilirligi
igin etkili olacag diisiiniilmektedir. Onemli bir bas etme stratejisi olarak ortaya ¢ikan dini inanglarin giicii ile ilgili farkl:
sosyo-ekonomik gruplardan daha genis ¢alisma gruplari ile ¢aligmalar yiiriitiilmesi onerilmektedir.

Tesekkiir

Yazar, ¢aligmaya goniillii katilan annelere derin tesekkiirlerini sunar.
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Abstract

Introduction: This study aimed to investigate the experiences of mothers of multiple children with autism
spectrum disorder (ASD).

Method: Nine mothers of multiple children with ASD participated in the research, designed as an interpretative
phenomenological analysis study, and data were collected through semi-structured interviews. In the data analysis,
the interpretative phenomenological analysis method was employed to reveal the mothers’ personal statements
and emotional reflections in depth.

Findings: As a result of the analysis, three main themes were reached, the center of life: Being a mother of two
children with autism, gradually increasing isolation, and empowerment attempts. In line with the findings, mothers
continue their lives by putting their children with ASD at the center, and they become increasingly lonely in social
life. Mothers experience difficulty in maintaining their daily lives, have intense worries about the future, think that
they lack the support resources they need, and feel that having multiple children with ASD causes transformations
in their relationships with their spouses and their social networks, which will increase their loneliness.
Furthermore, mothers develop various strategies to empower themselves. These strategies have emerged as
religious beliefs, comparing their children with each other or with children with more severe disabilities, and
focusing on the minor achievements of their children.

Discussion: There are few studies on the subject, and the experiences of mothers of multiple children with ASD
are similar to the findings of research investigating the experiences of mothers of multiple children with disabilities
or mothers of a child with ASD.

Conclusion and Recommendations: Whereas mothers of multiple children with ASD experience intense social
isolation and put the “motherhood role” at the center of their lives, on the one side, they feel obliged to empower
themselves and develop some strategies to this end, on the other side. According to the study findings, it is
suggested that arrangements are needed to facilitate the lives of mothers of multiple children with ASD and the
experiences of mothers should be examined with studies to be performed with a larger number of participants.

Keywords: Mothers, experience, stigmatization, empowerment, autism spectrum disorder (ASD), interpretative
phenomenological analysis (IPA).
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Introduction

Autism spectrum disorder (ASD) is defined as a neurodevelopmental disorder that is manifested as
limitations in social communication and interaction and limited and repetitive behaviors in the fifth Diagnostic
and Statistical Manual of Mental Disorders (DSM-5) published by the American Psychiatric Association (APA)
(APA, 2013). In the data on its prevalence published recently, it is emphasized that one in 44 children has a risk
of ASD, and its prevalence increases rapidly (Maenner et al., 2021). A different period begins for parents when
their children are diagnosed with ASD. Some studies report that diagnosing is a complex process that is stressful,
difficult to understand by parents, and involves uncertainties about the causes of ASD and its treatment (Dale et
al., 2006; Keenan et al., 2009). After the diagnosis, the daily lives of parents undergo a major change due to the
burden of caring for their children with ASD, and especially because they have difficulty managing problem
behaviors and coping with tantrums that occur due to changing routines (DePape & Lindsay, 2015), and parents
face different difficulties in the family and broader social environment (Broady et al., 2017).

In their study on the experiences of parents of children with ASD, DePape and Lindsay (2015) stated that
parents felt relieved after their children were diagnosed with developmental differences, but when parents learned
that ASD was a lifelong disorder, they felt devastated. According to Fernandez-Alcantara et al. (2016), the word
“autism” is the unexpected loss of the “healthy” child expected up to that moment and the future the parents have
imagined for their child, and this feeling causes grief in parents. Since mothers have to carry out education and
intervention services for their children with ASD, deal with housework and work simultaneously during and after
the diagnosis, they become more vulnerable and experience stress (Lutz et al., 2012; Nicholas et al., 2020; Reddy
et al., 2019). Mothers’ stress increases even more due to numerous experiences and factors. Children’s problem
behaviors and communication difficulties (Lutz et al., 2012; Pepperell et al., 2018; Safe et al., 2012), mothers'
obligation to organize activities in the social and home life (Lutz et al., 2012), the extra burden and responsibility
of taking care of their children (Dale et al., 2006; Nicholas et al., 2020), financial concerns and resource limitations
(Gobrial, 2018; Lutz et al., 2012; Nicholas et al., 2020; Sim et al., 2018), tensions in social relationships and
withdrawal from social life (Furrukh and Anjum, 2020; Gobrial, 2018; Lutz et al., 2012; Sim et al., 2018; Pepperell
et al., 2018), uncertainties about the causes of ASD (Dale et al., 2006), fear of the future (Pepperell et al., 2018),
and changes in the relationship with spouses (DePape & Lindsay, 2015; Sim et al., 2018) are the sources of stress
in research.

According to the findings of studies conducted with mothers of children with ASD in the literature (e.g.,
Gobrial, 2018; Nicholas et al., 2020; Woodgate et al., 2008), it can be said that social isolation is one of the most
common experiences of mothers. In the study by Woodgate et al. (2008), the researchers stated that families of
children with ASD created their own worlds by withdrawing from social life, felt that they had to lead their lives
on their own, and felt this obligation most in the challenging situations they experienced while caring for their
children with ASD. In the same study, the reasons for mothers' withdrawal from social life are listed as society's
inability to understand ASD and the difficulties experienced by families, the feeling of mothers that they cannot
lead their lives like everyone else due to their children's education and routines and that they have lost the "normal”
life, mothers' feeling that they are alienated from their families, and that the "system" being not supportive.
Mothers’ isolation increases as they withdraw into their own world. The most important reason for the isolation
felt is that the “system” does not work in a way supporting children’s development. Especially the fact that
education and health services are not effectively provided by trained specialists on an institutional basis increases
mothers’ sense of isolation. In another study, mothers stated that children with ASD were deprived of effective
support services, that social support for them and their families as a whole affected their quality of life, but they
could not access effective support services (Kuhlthau et al., 2014).

Stigmatization is another phenomenon related to quality of life. The stigma of a “bad parent” that mothers
acquire in social life adversely impacts their quality of life (Broady et al., 2017). This stigmatization mostly
originates from the ASD-specific behaviors exhibited by children in social life, and mothers are considered a “bad
parent.” Some studies state that one of the most important reasons why mothers are stigmatized as “bad parents”
is that the physical characteristics of children with ASD are similar to those of neurotypically developing children
and problem behaviors are associated with inadequate parenting (DePape & Lindsay, 2015; Gobrial, 2018). Apart
from social life, this stigmatization is also done by school, family, and friends (Broady et al., 2015). Despite this,
mothers develop coping strategies by reducing their expectations about the future of their children, and they
indicate that the most important thing for their children’s lives is social integration, independence, and providing
a contribution to society (Safe et al., 2012).
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Mothers experience confusion about having a second child due to the lack of social support and the
difficulties they experience while caring for their children with pervasive developmental disorder, and sometimes
they think that their current condition can become better with the second child, and sometimes they think that it
can become worse (Kimura et al., 2010). Uncertainty, the risk of having a second child with disability, the severity
of the disability, the fear of placing a burden on the new born child regarding children with developmental
disabilities, the concern that marital relations will change, the lack of social support and acceptance, and the fear
of not being able to receive enough support in caregiving prevent mothers from having a second child (Kimura &
Yamazaki, 2019; Kimura et al., 2010).

Although there are many studies in the literature on the experiences of mothers of children with ASD,
there are few studies on the experiences of mothers of multiple children with neurodevelopmental disability,
including ASD, and these studies examine mothers’ experiences and well-being levels (Ha et al., 2008; Kimura &
Yamazaki, 2013; Orsmond et al., 2007; Stanford et al., 2020). In one of these studies, Kimura and Yamazaki
(2013) investigated the experiences of mothers of multiple children with intellectual disability in a qualitative
study designed as interpretative phenomenological analysis (IPA). Children’s disabilities differ as ASD, Down’s
syndrome, different chromosomal anomalies, and intellectual disability with ASD features. The study revealed
that mothers constantly felt physical and mental fatigue, could not find the opportunity to rest from meeting their
children’s needs and did not feel support. Mothers stated that they lost hope and experienced a shock after the
second child with a disability while planning to give birth to a "healthy™ child and rebuild their "ordinary" life after
the first child with a disability. The study indicated that mothers used the metaphor of "healthy child" to stress
their hope for the chance to experience "ideal motherhood" or having an ordinary family. The study concluded that
the fatigue felt by mothers was due to their inability to take a break from their motherhood role and the lack of
adequate/flexible social support systems. In the same study, mothers thought that they did "endless" parenting due
to the behavioral problems of their children and stated that they felt tired all the time.

A guantitative study by Orsmond et al. (2007) comparing the well-being characteristics of mothers of a
child diagnosed with ASD and a neurotypically developing child and mothers of multiple children with disabilities,
including ASD, concluded that mothers of multiple children with disabilities had higher levels of anxiety and
depression and felt less family harmony and unity. In the study by Ha et al. (2008), the well-being levels of parents
of one and multiple children with neurodevelopmental disorders were compared with their somatic symptoms.
According to the findings, parents of multiple children with disabilities were more adversely affected, experienced
higher stress, and displayed more somatic symptoms such as headache, back pain, stiffness in the joints, and
difficulty falling or staying asleep than the comparison group. The same study also compared mothers and fathers
and found that mothers had statistically more somatic symptoms than fathers, had higher negative emotions such
as anger and hopelessness, and had lower levels of psychological well-being. Another finding in research
conducted with mothers of multiple children with neurodevelopmental disorders is that mothers say, "I have to
live for my children" despite their great difficulties, and to achieve this, they develop a positive perspective on
parenting and define motherhood as pleasing and comfortable, and are empowered with an optimistic perspective
on their children and their lives (Kimura & Yamazaki, 2013). In the study by Stanford et al. (2020), mothers stated
that they felt great pride in even the smallest achievements of their children and developed an optimistic
perspective.

In the review of studies on mothers’ experiences in the national literature, it is seen that these studies have
been conducted with mothers of one child with ASD and yielded similar results to the findings of studies conducted
abroad (Bilgin & Kiigiik, 2010; Degirmenci, 2019; Giileg-Aslan, 2017; Koydemir & Tosun, 2009; Toret et al.,
2014; Yassibas & Colak, 2019). The first of the prominent findings in studies in the national literature is the stress
experienced by mothers. Financial difficulties, communication difficulties, problem behaviors, stereotypical and
obsessive behaviors of children with ASD, divorce, care difficulties and mothers being the primary caregiver,
postponing or ending their career (Degirmenci, 2019; Koydemir & Tosun, 2009), and the absence of a definitive
treatment for ASD (Giileg-Aslan, 2017) are the main sources of stress in mothers. Anxiety about the future is
another important finding (Bilgin & Kiigiik, 2010; Giileg-Aslan, 2017). As indicated by Giileg-Aslan (2017), the
problems encountered in adolescence and adulthood and thinking that they cannot find solutions, the limited
institutions to support them, the uncertainty of who will care for their children when they get old or die constitute
the sources of mothers' concerns. Mothers stating that their lives are difficult (Giileg-Aslan, 2017) cannot find time
to rest (Yassibas & Colak, 2019). Although Turkish mothers indicated their families as their biggest source of
support (Koydemir & Tosun, 2009), they stated that they did not have the social support they needed and they lost
contact with people close to them over time (Degirmenci, 2019). Although all of these studies have been performed
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with mothers of one child with ASD, different studies in the international literature state that having multiple
children with special needs increases stress in mothers (Prata et al., 2019; Spratt et al., 2007) and mothers feel
more unhappy (Kuhlthau et al., 2014). The findings of these studies conducted outside our country make it
important to perform similar studies in Turkey and determine the experiences, perceptions of their lives, and
support sources of mothers of multiple children with ASD.

As specified above, having a child with ASD leads to negative consequences such as stress and depression
in mothers, and these adverse impacts increase when mothers cannot reach adequate support systems. Considering
that mothers are the primary caregivers of children with ASD (Hoefman et al., 2014), difficulties experienced by
mothers with regard to being a caregiver impact their daily lives. In the literature, it is indicated that the number
of children with special needs in the family is an important factor in the negative emotions of mothers (Prata et al.,
2019). For example, it is stated that as the number of children with special needs increases, mothers feel more
depressed and unhappy and carry more burden of being a caregiver (Kuhlthau et al., 2014). There is no study in
the literature examining the experiences of mothers of multiple children with ASD. The studies reached are limited
to international studies on the experiences and psychological states of mothers of multiple children with
neurodevelopmental disabilities (Ha et al., 2008; Kimura & Yamazaki, 2013; Orsmond et al., 2007; Stanford et
al., 2020). Furthermore, studies on the subject stress that there is a need for more studies to provide support to
families, understand parents' coping strategies and how they accept inadequacy, and develop a more holistic
perspective on parents' lives (Kimura & Yamazaki, 2013; Stanford et al., 2020). Based on these needs, the purpose
of this study is to try to understand the experiences of mothers of multiple children with ASD and their search for
meaning regarding ASD. In line with this general purpose, answers to the following questions were sought in the
study:

1. What are the daily life experiences of mothers of multiple children with ASD?

2. What are the changes in the social lives of mothers of multiple children with ASD and their emotional
reactions that occur as a result of these changes or lead to these changes?

3. What are the coping strategies developed by mothers of multiple children with ASD to empower
themselves?

Method
Research Method

The research was designed as IPA since understanding the experiences of mothers of multiple children
with ASD requires an in-depth perspective and there are few phenomenological studies conducted to this end
(Kimura et al., 2010). IPA presents an approach based on the in-depth analysis of participants' personal discourses
(Smith, 2011), in which each participant can share his/her experiences in detail and their emotional reflections can
be captured (Smith & Eatough, 2006). IPA is an appropriate method for subjects in which the experiences of
participants are of primary interest and limited studies have been previously conducted (Munroe et al., 2016).

Participants

The study participants consisted of nine mothers of multiple children with ASD. The participants were
reached by criterion sampling, one of the purposeful sampling methods. The criteria for participation were
determined as having multiple children officially diagnosed with ASD and agreeing to participate in the study
voluntarily. The researcher reached associations related to ASD in different cities and received information about
families of multiple children with ASD. If the associations stated that there were mothers of multiple children with
ASD among their members and they could contact them, the researcher waited for the return about the family from
the contacted authorized person in the associations. The authorized persons in the associations conveyed the
contact information of the families to the researcher, and the researcher called the mothers by phone and provided
information about herself and the study. A suitable time was determined, and an appointment was made to
interview the mothers who agreed to participate in the study. The interviews were conducted at the specified time.
Six mothers live in Istanbul, where the researcher also lives, two mothers live in Ankara, and one mother lives in
Manisa. Table 1 contains information about mothers and their children with ASD.
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Table 1
Characteristics of the Participants and Children with ASD
Age of Age of
. . Age/gender/ . - . Age/gender/school . - . Another
Code Age Education  Occupation Marital City of school of the 1% diagnosis/ Support recglved of the 2™ child diagnosis/ Support recglved child
status  residence . - secondary by the child - secondary by the child
child with ASD di - with ASD . - age/gender
iagnosis diagnosis
Special education/ 6/Ml/special Sensory
M1 41 Undergraduate Teacher Married Istanbul  12/Ml/inclusion 3 tutoring/shadow P 4 therapy/shadow -
education class
teacher teacher
Special
M2 43 MY cewife Married Istanbul  18/Mifinclusion 3 Special education  5.5/MU/inclusion 2 education/sensory
school therapy/play
therapy
. . Special 5/Ml/special
M3 35 Primary Housewife Married Istanbul 10/ F./ special 25 education/sports education 2/ADHD Special education -
school education school )
club kindergarten
. 8/MI (twin)/ Special education/  8/MI (twin)/special Special education/

M4 44 Undergraduate Nurse Married  Ankara inclusion 1.5 hippotherapy education class 15 hippotherapy 8/MI

M5 44 Primary Housewife Married Istanbul lO/MI_/speuaI 2.5/|_ntel_le_ctual Special education 7/Ml/inclusion 35 Special education -

school education class disability

M6 37 Primary Housewife Married Istanbul lB/MI_/speuaI 2llqtellggtual Special education 3.5/F 15 Special education -

school education class disability
. 7/F(twin)/special Special 7/F(twin)/special . .
M7 38 Associate Housewife Married Ankara education 3 education/sensory education 3 Special education/ -
degree . . sensory therapy
kindergarten therapy kindergarten
6/Ml(twin)/ Special 6/F(twin)/special . .

M8 33  High school Midwife Married Manisa special education 2 education/language education 2/ce;|tasbral Speﬁliligtc:;?gtlon/ 13/MI
kindergarten and speech therapy kindergarten palsy Phy Py
12/Ml(twin)/ . Special 12/MI . Special

M9 37 Secondary Housewife Married Istanbul special education 2.5/|_ntel_le_ctual education/sports (twin)/special 2.5/|_nte|_|e_ctual education/sports -

school disability ; disability
school club education school club
Note: ADHD = attention deficit and hyperactivity disorder; Another Child = neurotypically developing child; F = female; M = mother; MI = male.
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Data Collection

Data were collected with a demographic information form and semi-structured interviews. The interview
questions focus on mothers’ experiences in areas such as the emotional dimension, difficult and positive aspects
of being a mother of multiple children with ASD, its impacts on daily and social life, and future expectations. The
interview questions were prepared in line with the general purposes of the study, based on the relevant literature
(e.g., Giileg-Aslan, 2017; Kimura & Yamazaki, 2010; Yassibas & Colak, 2019), the author's studies with families
of children with ASD, and her experience in working with parents in educational settings. Then expert opinions
regarding the interview questions were received from two faculty members, one of whom worked in the field of
special education, the other in the field of psychological counseling and guidance, and who had a doctorate degree
and conducted qualitative studies with the families of children with ASD. A pilot interview was held before the
interview questions were finalized. The pilot interview was conducted face-to-face in the house of a university
graduate mother of twin nine-year-old boys with ASD, living in Istanbul and attending a special education class,
and lasted 90 minutes. Prior to the pilot interview, the interview questions consisting of 20 questions, two of which
were icebreakers, were rearranged as a single question by combining the two questions after the pilot interview,
and another question was removed from the interview questions since it was seen that the answer was received in
one of the first interview questions. Thus, the interview questions were finalized, with a total of 18 questions, two
of which were icebreakers. With the demographic information form developed by the researcher, information
about the mothers' children with ASD and the types of education and support they received, the age and occupation
of the mother, marital status and whether they had other children was acquired.

The researcher conducted the interviews between February and March 2021. The interview durations
varied between 75-90 minutes, and the average duration was calculated as 84 minutes. While six of the nine
interviews were conducted face-to-face with the researcher's visit to the mothers at their home in Istanbul, where
the researcher also lives, the interviews with three mothers living in two different cities were conducted over the
phone. The interviews were recorded as audio recordings and then transferred to the computer in written form.
Prior to the interviews, the consent form was mutually signed, and the mothers filled out the demographic
information form. In the telephone interviews, the consent form was read to the mothers, their consent was taken
as a voice record, and the researcher asked the questions in the demographic information form and transferred the
mothers’ answers to the form.

Data Analysis

IPA was used in data analysis. In the study, findings were obtained with the idiographic approach, in
which each interview was analyzed separately and then the findings were presented by combining each interview
analysis (Smith et al., 1999; Smith & Osborn, 2008).

The data analysis was performed by following the analysis steps used by Smith et al. (1999). The steps
followed in the analysis are as follows; (1) reading each interview transcript more than once by the author to
become more familiar with the content before the analysis, (2) writing the first comments and codes in the left
column of the transcript during the first reading of the first interview transcript, (3) creating and writing the first
sub-themes and themes by writing the themes that will ensure that the "basic quality” of the text is captured as
keywords in the right column during the second reading of the first interview transcript, (4) analyzing the
relationship between the created sub-themes and themes, arranging them according to their order in the text and
combining them when necessary, (5) writing the first comments and codes for each interview, creating sub-themes
and themes by following the steps in the first interview, (6) creating the common main themes and sub-themes for
all interviews by verifying the relevant sub-themes and main themes and original comments, (7) adding
explanatory comments (Biggerstaff & Thompson, 2008; Smith et al., 1999; Smith & Osborn, 2008). During each
interview, the researcher noted the mothers' emphatic comments, frequently used statements, laughing, crying, and
hesitations. Additionally, the researcher kept field notes after each interview and used these notes while
interpreting the analyses.

Role of the Researcher

Since the researcher is the person who performs data collection and analysis in qualitative research, the
researcher's area of expertise, experience, and competence are very important for the credibility of the research
(Patton, 2002; Shenton, 2004). The researcher in the current study has approximately 20 years of experience
working with children with special needs and their families. During her 13 years of teaching experience, the
researcher has worked with students with special needs at various levels, especially in inclusion/integration
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settings. The researcher, who has taken courses on qualitative research during her graduate education, has multiple
qualitative studies conducted with parents of children with ASD in a phenomenological design.

Credibility and Ethics

To ensure credibility in the study, inter-rater reliability, member checking, and peer debriefing methods
were used (Brantlinger et al., 2005; Cresswell, 2012; Cresswell & Miller, 2000). For inter-rater reliability, the
researcher worked with an academician who completed his undergraduate education in the field of psychological
counseling and guidance, received the title of associate professor in the field of special education, and conducted
qualitative studies. While coding the interviews within the scope of the study, the researcher and the academician
providing support coded the first interview together. The reason for performing this procedure is to capture the
depths of the mothers' discourses and aim for detailed coding as a requirement of the research method and data
analysis steps. When a consensus could not be reached between the researcher and the academician regarding the
units and codes during the co-coding of the first interview, peer assessment was used to reach a consensus. After
the co-coding of the first interview, two interviews randomly selected for a 10-25% part to represent the total data
set recommended for a coding reliability percentage (O’Connor & Joffe, 2020) were coded separately by the
researcher and academician providing support, and a coding reliability percentage was calculated using the
“Agreement / (Agreement + Disagreement)” formula suggested by Miles and Huberman (1994). Coding reliability
above 80%, which is the lowest recommended percentage of agreement (Miles & Huberman, 1994), was reached,
and the reliability was found to be 87%. At the points where no consensus could be reached, the raters talked and
reached a common decision, thus eliminating the uncertainty. The second method used to ensure credibility in the
study is member checking. After the data analysis, in the interview conducted with the first mother, the findings
were shared with the mother, and she was asked to express her opinion on the suitability of the themes and sub-
themes, the level of adequate reflection of the themes and sub-themes, and the power of one-to-one quotations
from the mothers to express the sub-themes, and the necessary arrangements were made in the findings after the
interview. The peer debriefing method mentioned above was also employed to ensure the suitability of the theme
and sub-themes. The same peer provided his opinion on the suitability of the theme and sub-themes created by the
researcher, and the agreement between the researcher and the peer was calculated. The agreement found using the
“Agreement / (Agreement + Disagreement)” formula was 92%. When agreement could not be achieved, the themes
and sub-themes were finalized by taking a joint decision. The researcher's experience in working with families of
children with special needs (Patton, 2002) and the fact that she has conducted phenomenological studies with
mothers of children with ASD are other factors increasing the credibility in data analysis and reaching the findings.

To protect ethical principles in the study, first, volunteering was taken as a basis for participating in the
study. Prior to the interviews, the researcher provided information about the study’s purpose, the purpose for which
the findings would be used, and the audio recording of the interview to avoid data loss, and if the participant agreed
to participate in the study voluntarily, the researcher and the mother signed the mutual consent form. Furthermore,
the researcher informed the mothers about the privacy principle before the interview and stated that their personal
information would be protected. The researcher informed the mothers about their right to terminate the interview
at any time before the interview. This information was conveyed by phone to the three mothers interviewed by
phone and that they agreed to voluntarily participate in the study was recorded on the audio recordings. Ethics
committee approval for the study was obtained from the Social Sciences Scientific Research Ethics Committee of
Istanbul Medipol University (Date: 15.02.2021/Decision no: 16)

Findings

As a result of analyzing the data obtained from the interviews with the mothers of multiple children with
ASD, three themes, the center of life: Being a mother of two children with autism, gradually increasing isolation,
and empowerment attempts, were reached regarding the research questions. Table 2 contains the themes, sub-
themes, emphatic statements related to the sub-themes, and examples of statements.
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Themes, Sub-Themes, Emphatic Statements Related to the Sub-Themes, and Examples of Statements

Emphatic statement
related to the sub-theme

Example of the emphatic statement related to the sub-
theme

Table 2
Theme Sub-theme
Anxiety about the
future
Devotion

Creating financial

The future is uncertain

That’s all with me

“Who will accept both?” (M1)

“There is no such thing as myself for a long time.” (MS8)
“I devoted myself to my children.” (M5)

The center of Financially “You have to make a serious effort financially.” (M1)
life: Being a resources s
mother of Needing support Loneliness Ehe elders (cjl?;;‘t plrt9V1de su}f)port”lnl\}[t;ls sense; they see
two children . ' ow many difficulties you have.” (M2)
with autism  Coping with ASD- . “The child has to go through that crisis at that moment.”
specific behavioral Obsessions
A (M3)
difficulties
Tra”SfOrma“Of_‘ in , «...I don't remember the last time | held his hand. When
the relationship I’'m enough for myself did I fall into his arm?” (M1)
with the spouse '
Social isolation I stopped going to my “| don't talk much about my children because I don't
relatives think anyone can really understand me.” (M9)
. . “If there were one, the other would become a model for
Gi:liﬂzzyi)r/]g Longing Being a role model him. We don't have a child who is a model.” (M7)
isolation Stigmatization Different -(rl\r;li); really don't want a child who looks different.
Anger at herself and . " “l would say | would care more, but I really couldn't
the child What did | do wrong? because there were two of them.” (M9)
Comparing the At least there is no “So at least you can go somewhere when you hold the
children physical disability child's hand.” (M3)
Empowerment Religious belief God gave him “| believe that I will see the reward for this.” (M8)
attempts i « i
p Minor _ The smallest positive You I_<now, we become very happy when our children
achievements, big - do things that others ignore since they are small
. thing s
happiness things." (M7)

The Center of Life: Being a Mother of Two Children with Autism

Six sub-themes were reached concerning this theme, in which the findings regarding the mothers’ daily
life experiences, which constituted the first question of the study, were presented.

Anxiety About the Future

Eight mothers (M1, M2, M3, M5, M6, M7, M8, M9) are worried about their children's future. Some of
these concerns originate from uncertainties about how their children will survive and meet their differing needs as
they grow up. The mothers are worried because they think that as their children grow up, they will have difficulties
in meeting their own needs independently and fulfilling the needs of different social environments.

“...I'don't know, for example, one of them is always dreaming about going to the military. Maybe, it isn’t
very important. But whether they will be able to get better or get married, or stand on their own feet, these
are my concerns. | don't know, I'm uncertain.” (M9)

Seven mothers (M1, M3, M5, M6, M7, M8, M9) believe that there will be no one around to take care of
their children when they get old and have difficulty in caring for their children since they have multiple children
with ASD. The anxiety that underlies this is the uncertainty about who will take care of their children after their
death and the anxiety it creates.

“l wish they had a normal sibling... | want someone who can take care of them. You know, parents of
children with autism always worry about what will happen after us. There is always a concern who will
look after them after us. For example, they have no siblings now. That's what comes to my mind. Who
will look after them after our death?” (M7)
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Four mothers (M5, M6, M7, M9) stated that they never wanted to leave their children behind, they would
take care of them until they died, and they wanted to "die with them or after them."

“l always pray that God will not separate me from my eldest son. | say don't leave him behind because he
can't live without me, he can't even drink water. Believe it or not, | put a glass of water, he points to give
it to him. I always pray that | will not leave him to anyone, God will take him with me. | know this, so |
always see it in my dreams or something.” (M5)

Devotion

Eight mothers (M1, M2, M3, M4, M5, M6, M8, M9) indicated that after they had two children with ASD,
they devoted themselves completely to their children and while doing so, they distanced themselves from
themselves. Since the mothers are mostly interested in their children's education and devote most of their time to
fulfilling their routines, they think they completely devote themselves to their children.

“That way, I don’t have a private life, etc. After all, when there are two children at home, it is difficult
for us to allocate time to ourselves. It's different when there is only one disabled child at home, you can
spare time for yourself. But when there are two, the time you spare for yourself is completely spent on
two children.” (M6)

This intensity limited the time and activities of mothers for themselves and reduced the time they spent
with their friends. The mothers feel guilty after they spend time for themselves, they believe this time should be
dedicated to their children, and they think that their children always need them.

“Only God and I know what I’ve been through for seven or eight years. Even my husband doesn’t know,
even he doesn’t realize this. I mean, we are asocial, we don’t have a social life, we don’t have a circle of
friends. We don’t have time for ourselves. Even reading a book is a luxury for me, | feel as if | stole time
from my children. Even taking extra naps or sleeping comes back to us as a pang of conscience.” (M8)

Creating Financial Resources

Seven mothers (M1, M2, M3, M4, M6, M7, M9) stated that they needed to create financial resources for
their children's educational needs, but they could not provide the support and education they wanted for their
children due to this limitation.

“I don’t have the means to take children to different special places. We can’t take them, | mean, we can
take them to the places supported by the state. My husband is a security officer, his salary isn’t so high.
Our house is rented. Because of the financial situation...l would like to take them to special places. There
are places that provide really good education, but we don’t have such an opportunity. As much as possible,
I try to take them to the places provided by the state and the municipality.” (M3)

Three mothers (M3, M7, M9) stated that the special education support they could provide to their children
was limited to the support provided free of charge within the framework of legal rights, and they could not allocate
a budget for social activities and courses they would like their children to attend, other than the special education,
especially since they had two children with ASD.

Needing Support

Five mothers (M1, M2, M4, M6, M7) said that they needed support, especially from family members in
daily life. They experience complex emotions, and their relationships with family members weaken when they do
not receive the support they want. It is seen that the mothers expect this support, especially from their own mothers.

M: “I am very offended. For example, my mother used to say to me all the time in the beginning, ‘May
God help you, my daughter, may God help you, my daughter.” | said, Mom, you know? | hate that
sentence. Of course, may God help us all. But you won't tell me that. If an old woman saw my son on the
street, she would tell me, ‘Oh my daughter, may God help you.' You will say to me, ‘What can | do for
you, my daughter? How can | help you?’ ” (M2)

Two mothers (M3, M8) stated that it was difficult for them to go to the doctor in case of illness, they
sometimes had to go with their children, and in these cases, they could not carry out the procedures in the hospital

properly.
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“For example, | have to go to the doctor. There is no one to whom | can entrust my children. | can't go to
the doctor until it gets worse. For example, | have a chronic disease, and this is a disease that destroys me
physically, even that is a problem. You know, it was very difficult to go to a doctor and have the analysis
done, to be treated, etc. I mean, I’ve seen the bottom of being alone.” (M8)

Coping with ASD-Specific Behavioral Difficulties

Eight mothers (M1, M2, M3, M5, M6, M7, M8, M9) indicated that their children's behavioral problems
related to ASD made their daily lives difficult. Obsessions, hyperactivity, and the inability to establish and maintain
friendship relations have emerged as ASD-specific behavioral problems limiting mothers in social life.

“We don't go out a lot anymore. Actually, we don’t go out at all because when children go out, they
suddenly run away from us. We can’t hold them, we can hardly hold them. Of course, we are always with
them when we take them to the park, etc. So | never leave them so that they play on their own. I don’t
leave them. I’'m afraid they will run away.” (M7)

Two mothers (M2, M6) have difficulties in coping since their children's current behavioral problems
increase or they start to exhibit new behaviors, especially during adolescence.

“...Adolescence took us to the bottom. For example, we could go anywhere with E. It was not a problem
for us. For example, when he was a small child, he used to scream sometimes. Nobody would understand
that E. has autism if he didn't purr occasionally. But now... Especially last year, he was hitting, breaking,
and we kicked and slapped each other on the bus. | experienced things with E. that | have never
experienced in my life. | have never seen such violence from my family. Last year, we actually beat each
other.” (M2)

Transformation in the Relationship with the Spouse

Six mothers (M1, M2, M3, M5, M7, M8) said that they had difficulty in doing the activities they could
do with their spouses after their children’s diagnosis, their romance and time spent with each other decreased, and
they believed that they could continue their lives without their spouses and emphasized serious transformations in
the relationships with their spouses.

“If I let myself go, there is no one to help me stand up again. That’s very bad to know this. | am very
angry with myself and my husband for this. My husband and I have come to the point of divorce numerous
times. Many times, we stayed in the same house just for children without talking to each other. It's like
we're obligated to each other. Those processes took a very long time. So you can't see each other, you
forget each other. You forget your femininity. You get so caught up in that mother identity that you forget
your womanhood. You forget your husband, you forget your personality.” (M8)

Two mothers (M5, M7) stated that the arguments they had with their husbands usually originated from
reasons related to the children, and the fact that their spouses did not care enough about the children was one of
these reasons. These mothers said that the role of a mother of two children with ASD preceded the role of a wife,
S0 it was easy to give up on their spouses, and they took this power from their children.

Gradually Increasing Isolation

Four sub-themes were reached under this theme, in which the findings regarding changes in the social
lives of mothers and the emotional reactions that occurred as a result of these changes or led to these changes,
which constituted the second question of the study, were presented.

Social Isolation

Seven mothers (M1, M3, M4, M5, M6, M7, M8) indicated that they experienced isolation in social life
and met with their neighbors, friends, and relatives less compared to the past. They said that they almost never
made home visits and felt helpless in the face of questions about their children during the visits. The mothers also
stated that they got used to this situation and did not need social environments because they already had a busy
routine with two children.

“When people ask that again, you get more upset, it's like they're ripping your wound open. The
environment is still the same. For example, when children are small, you are afraid to contact people.
People are calling you to their house, you are hesitant to go because even if they don't know about your
child's situation, they don't understand... Nobody knows what's inside of me. I've been living here for
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three years now, and they just learned about my problem. Because people say, when they look at me, they
should not see him. It seems like it's better to cover things up. The more it is pierced, the more it hurts.”
(M8)

Longing

Longing manifested itself as an intense emotion in the statements of five mothers (M1, M5, M6, M8,
M9), and the situations they longed for varied. Three mothers (M1, M5, M9) said that they longed for a
neurotypically developing child, whereas two mothers (M6, M8) longed for being alone and for the times they
could spare for themselves in the past.

“I think I will have a healthy child (laughs). Now, it’s fifty-fifty, there is both fear and the desire to have
a healthy child without any problems. What wouldn’t I do if | knew this (laughs)? Everyone wants to
have a healthy child...” (M9)

Stigmatization

Four mothers (M1, M3, M6, M7) indicated that they or their children were exposed to stigmatization.
This situation, to which they are exposed in social environments and educational settings, complicates and restricts
the lives of mothers.

“When you just want to go out or go somewhere, you have to go out after thinking thoroughly. For
example, you can't go out with the kids and go to the shopping mall because they both have autism. When
you go even to the smallest place, people stare at them. They can judge without knowing that they have
the disease. We generally prefer to go to open environments rather than closed environments so that
children are not disturbed.” (M6)

Judging mothers' parenting skills is also within the scope of this stigmatization. The mothers said that
they were stigmatized as "bad mothers" due their children's inappropriate behaviors in social environments.

“There are really unsympathetic people when we go out. That's why | fought with many people. For
example, | remember throwing a woman out off the train in the subway. When she told me what | was
doing outside if my children were disabled, my nerves hit the ceiling, | grabbed the woman and threw her
out when the train stopped... We didn't choose this, we didn't want it to happen this way.” (M3)

Anger at Herself and the Child

It was found that four mothers (M1, M3, M6, M7) felt anger for the situation they experienced and
reflected this anger in different ways. Two mothers felt inadequate about infant care since the infancy of their
children because their children with ASD were twins, they left their children in front of the screen too much
because there was no one to help them, and they were angry with themselves because of this.

“For example, they stayed in front of the screen a lot. Whenever | had something to do, | would put them
in the room, and they watched whatever was on TV. | mean, the screen affected us a lot, loneliness
affected us, my not catching up affected us.” (M4)

A mother felt anger because both of her twins have ASD and expressed it in the following way:

“It is difficult to raise even two typically developing children. So it is twice as difficult to raise two
children like this. In fact, sometimes | say to my husband, 'Why did they split? If they hadn't split, they
would have been one.” (laughs). (M9)

Empowerment Attempts

Three sub-themes were reached under this theme, in which the findings regarding the coping strategies
developed by mothers to empower themselves, which constituted the third question of the study, were presented.

Comparing the Children

Seven mothers (M1, M3, M4, M5, M6, M7, M9) try to empower themselves by making comparisons.
Some of these mothers compare their children with children with different disabilities, who they think have more
severe disabilities than their children, and consider themselves lucky.
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“I say, I wish they didn’t have autism. I say this a lot, but then I say, it’s good that they are like this. What
if there were not like this, if they were different... There are children in a much poorer condition, so their
experiences are considerably more difficult than ours. I can’t imagine their mothers’ conditions. For
example, they live connected to the device. May God give them patience, | can't say anything else.
Actually, I feel very grateful when | see them. It’s better that my children are like this, not like that. They
can stand on their own feet. Yes, they have delays in some of their habits, but...” (M7)

It was revealed that the mothers tried to empower themselves by comparing their two children with ASD.
This comparison manifests itself in both academic skills and behavioral and communication characteristics.

“K. is better at communication. Y. is not so good, he does not communicate much with other children,
does not play with them, but they started to notice others at least. K. is more aware, of course. For example,
K. can go and ask for something, say let’s play. He's trying to communicate with other kids, of course. Y.
communicates and socializes a little less.” (M4)

Religious Belief

Religious elements were frequently stressed in the mothers' attempts to empower themselves. Seven
mothers (M2, M3, M4, M5, M6, M7, M8) stated that they were especially nourished by religious beliefs and having
two children with ASD was an exam in the world, they were attempting to pass this exam properly, their children
were angels sent by God and they believed they would be rewarded for this. The mothers said that these thoughts
empowered them and facilitated their acceptance.

M: “For example, | questioned myself a lot there. Why was | not in depression? At that time, for example,
I said that | felt like more a stepmother, | felt this the most there. Why didn't | feel like this, don't I love
my child?

I: What answer did you give to yourself when you asked this question?
M: Again, | connected it to belief in God. Thank God.” (M2)

“It’s hard, but I think I’'m a special mother. It means | can do this because God has given me this. | also
think I will be rewarded for this in the future, after death. I think, they are God’s gift to me.” (M3)

Minor Achievements, Big Happiness

Six mothers (M1, M3, M5, M6, M7, M8) indicated that they felt very happy in the face of their children's
minor achievements, and they looked to the future with more hope. This feeling is especially felt in the case of
acquiring skills, which are a turning point in the development of children, which are acquired spontaneously in
neurotypical development but are difficult to acquire for children with ASD.

“I am happy even about the smallest thing with my children as if they had just been born. The smallest
positive thing about them makes me very happy. It makes me forget all my pain, sorrow, and fatigue. Thank God,
I. can look after himself. He can eat a little, put on his clothes, and express himself. I wish F. could express himself,
talk and do such things as his elder brother...” (M6)

Another finding that emerged in the mothers’ statements is that their feeling happy depends on the minor
achievements of their children.

“I wish they could at least stay calm. Or if he answers something when I ask, I become very happy, I say
he is recovering, my child is getting better, | see it. For example, my elder child has recently said, ‘pee.” When he
said “pee” at the age of 10, the world became mine. I said, my child will speak, he has recovered. God answered
my prayers. There is no lie, I became happy. I took him to the toilet since he said “pee”, though he didn’t have a
pee. He says “pee,” no matter if he has or does not have a pee. Thank God, he speaks, I guess he's slowly opening
up, I don't know...” (M5)

The findings obtained from the analysis of the data in the study are presented under three main themes.
The findings under the heading of “The center of life: Being a mother of two children with autism,” which is the
first main theme, were presented under six sub-themes, anxiety about the future, devotion, creating financial
resources, needing support, coping with ASD-specific behavioral difficulties, and transformation in the
relationship with the spouse. Whereas the findings under the second main theme, gradually increasing isolation,
were presented as four sub-themes, such as social isolation, longing, stigmatization, and anger at herself and the
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child, the findings regarding the third main theme, empowerment attempts, were presented under three sub-themes,
comparing the children, religious belief, and minor achievements, big happiness.

Discussion

In this study, which was carried out to understand the experiences of mothers of multiple children with
ASD, the mothers’ experiences were presented under three main themes; the center of life: being a mother of two
children with ASD, gradually increasing isolation, and empowerment attempts. The mothers indicated that being
a mother of multiple children with ASD constituted the center of their lives and other roles and experiences in their
lives were shaped around this role. The mothers said that after their children’s diagnosis, their loneliness increased,
they withdrew from life, their social networks weakened, and they longed for the past and a neurotypically
developing child. In addition to these adverse effects, it was found that the mothers made attempts to empower
themselves, they focused on their children's minor achievements for this and sometimes compared their children
with other children with more severe disabilities and sometimes with each other. Moreover, religious elements
take an important place among mothers' attempts to empower themselves.

Under the theme of the center of life: being a mother of two children with autism, presenting the daily life
experiences of the mothers, which constituted the first question of the study, the mothers experience intense
worries about the future, they think it will become difficult to provide care as their children grow up and there will
be no one to care for their children, especially when they get old or die. Having multiple children with ASD turns
this anxiety into fear. Concerns similar to this finding of the study are supported by other study findings (Bilgin &
Kiigiik, 2010; Fernandez-Alcantara et al., 2016; Pepperell et al., 2018). Fear and anxiety in mothers are mostly
about what will happen to their children in the future when they cannot care for themselves (Fernandez-Alcantara
et al., 2016; Pepperell et al., 2018). The fact that they cannot maintain an independent life also creates anxiety and
fear (Fernandez-Alcantara et al., 2016). It can be stated that the mothers participating in the study completely
devote themselves to their children, allocate most of their time to their children, and this devotion even causes
mothers to distance themselves from themselves as individuals and structure their self over being a mother of two
children with ASD. The findings of the study performed by Kimura and Yamazaki (2013) and examining the
experiences of mothers of multiple children with developmental disabilities are similar to the findings of the
present study. The study stated that especially since mothers spend most of their time with their children, they did
not have the opportunity to rest and they were constantly tired both physically and mentally. In another study,
mothers indicated that they sacrificed their careers and quit their jobs (Gobrial, 2018). Mothers are adversely
affected by the limited participation in activities that will help them feel better, and they feel obliged to fulfill many
roles and constantly sacrifice something (Safe et al., 2012).

The study revealed that the mothers needed support while living with multiple children with ASD and
had difficulties in fulfilling their daily life routines. Additionally, the mothers indicated that they did not receive
the support they expected from their families and relatives while maintaining their daily lives. In the literature, it
is stated that the perceived social support of families of children with ASD is lower than the perceived support of
mothers of typically developing children (Obeid & Daou, 2015). The study’s findings are supported by the findings
of different studies in the literature (Pepperell et al., 2018; Safe et al., 2012). In one of these studies, mothers
stressed the importance of support from their families and indicated that they could not receive support from their
families, and as a result, the services they could provide to their children with ASD were limited (Pepperell et al.,
2018; Safe et al., 2012). The study by Kimura and Yamazaki (2013) also stated that the inadequate support felt by
mothers increased mothers’ fatigue because being a parent of multiple children with special needs put more burden
on mothers than they can bore. Based on these findings in the literature, it can be said that mothers cannot reach
the systems or resources that will provide the support they need. On the other hand, it is indicated that there is a
positive relationship between the perceived support and well-being levels of mothers of children with ASD, and
as the perceived support increases, negative experiences such as depression and stress decrease (Benson, 2012).
In the study by Ekas and Whitman (2010), the number of children with ASD emerged as the only significant
variable predicting the negative emotions of mothers. In line with the study findings, as the number of children
with ASD in the family increases, negative emotions experienced by mothers such as stress and depression
increase, and their life satisfaction decreases. Although the present study was carried out in a qualitative design,
this quantitative study (Ekas & Whitman, 2010) supports the generalizability of the findings.

In the current study, the mothers said that there were no people from whom they could receive support in
emergencies such as going to the hospital, and this hindered the healthcare services they received. This finding is
supported by the findings of the study by Kimura and Yamazaki (2013). In the study by Kimura and Yamazaki
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(2013), mothers of multiple children with disabilities stated that they needed flexible social support, especially for
going to the hospital, when family members were ill, and for activities related to their children's school, but they
could not reach these services or could not receive a flexible service even if they could reach them. According to
the similar findings of the two studies, it can be stated that having multiple children with special needs increases
the level of support needed, but it becomes difficult to meet the support needs of mothers.

The mothers in the study said that ASD-specific features made their lives difficult and they experienced
disruptions in daily life, especially since it was hard to manage some behaviors. Mothers experience difficulties in
entering social environments with their two children, and ASD directs the lives of mothers. In the study by Kimura
and Yamazaki (2013), mothers also stated that going out with multiple children with special needs became difficult
due to the problem behaviors of their children. Another study reported that mothers were ashamed of their
children's behavior in society and this caused them to withdraw from the social environment (Gobrial, 2018).
Furthermore, ASD-specific behavioral problems are among the biggest causes of stress experienced by mothers
and influence their quality of life. In their systematic review study on the quality of life of parents of children with
ASD, Vasilopoulou and Nisbet (2016) indicated that the behavioral difficulties of children were the most important
child-related factors affecting the quality of life of parents, and as children's behavioral problems increased, the
quality of life of parents decreased in mental and physical domains. One of the reasons why the behavioral
problems of children with ASD is a challenging experience for mothers is that the physical characteristics of
children with ASD do not differ from neurotypically developing children. Physical appearance makes children's
ASD-specific behaviors less understandable, which makes the lives of mothers more difficult since it leads to the
thought that the behaviors originate from the mother (Nicholas et al., 2020).

The mothers in the study said that having multiple children with ASD caused radical changes in the
relationships with their spouses. The mothers stated that their relationships with their spouses were adversely
affected, they moved away from the role of a wife in their marriage, and their perception of femininity changed.
The said findings are supported by different study findings. Due to the necessity of providing continuous care to
children with ASD, spouses move away from each other and take on different roles. Mothers who believe that they
do not receive adequate support from their husbands while fulfilling these roles feel anger toward their spouses
(DePape & Lindsay, 2015). It is among the findings in the literature that this transformation in the relationship
originates from the fact that raising children with ASD is very stressful (Sim et al., 2018), and it causes negative
consequences such as blaming each other for the diagnosis (Flecther et al., 2012).

Under the theme of gradually increasing isolation, presenting changes in the mothers’ social life and
emotional reactions, which constituted the second question of the study, it can be said that mothers withdraw from
social life, sometimes due to the environment and sometimes as a result of their own preferences. The attempt to
understand the unknown facts of ASD inevitably changes the daily lives, routines, and social relations of mothers
(Reddy et al., 2019). The mothers indicated that after their children were diagnosed with ASD, they assumed many
different roles, such as "therapist,” "rights defender," and "crisis manager," they experienced conflicts with their
current roles, such as caring for other children, being a spouse, caring for their own parents and working, and they
had difficulty in managing this conflict. These roles of mothers reduce their time, narrow their social circles, and
cause them to feel socially isolated (Nicholas et al., 2020). Sometimes, social withdrawal can also emerge as a
coping mechanism (Furrukh & Anjum, 2020). As specified by the mothers in the present study, they believe that
they are not understood by mothers of neurotypically developing children, and this thought causes them to
withdraw from social life (Safe et al., 2012).

Stigmatization appeared as a negative experience frequently expressed by the mothers in the present
study. Mostly strangers stigmatize them as “bad parents” when their children with ASD display ASD-specific
behaviors while they are in social life. Likewise, parents state that problem behaviors are considered as
neurotypically developing children's behavior since their children with ASD are physically similar to
neurotypically developing children (DePape & Lindsay, 2015), and this stigmatization significantly impacts the
quality of life of children and caregivers and causes stress (Gobrial, 2018). The behavior of a child with ASD in
society, who is perceived as a typically developing child (Kuhlthau et al., 2014), is unfairly evaluated by society.
Moreover, mothers feel pain when their children are excluded by other children (Safe et al., 2012). A study from
Pakistan showed that when children's behaviors were perceived as abnormal and mothers could not control these
behaviors, stigmatization manifested itself as mothers’ "bad" parenting (Furrukh & Anjum, 2020). As a result of
these experiences, mothers try to establish their lives by isolating themselves from society.
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Gray (1993) presented findings explaining the results of the present study regarding mothers' withdrawal
from social life. According to Gray (1993), parents of children with ASD feel that they have lost their socialization
abilities, which they define as "normal family life," the emotional quality felt with the interaction between family
members, and the routines and rituals that they think normal families do. The above-mentioned feeling, combined
with the stigmatization to which mothers are exposed as a result of their children's destructive and unsocial
behaviors with normal appearance, causes social isolation (Fletcher et al., 2012). Kuhlthau et al. (2014) support
the current study by indicating that the problem behaviors of children and the perspective of society trigger the
sense of social isolation felt by mothers. In the present study, the mothers also said that social isolation was not
caused by their own preferences or only the society’s perspective but emerged under the influence of both
conditions.

The feeling of longing, among the mothers’ emotional reactions, is felt toward the times when mothers
were alone or allocated time to themselves in the past and toward a neurotypically developing child. Similar results
were obtained in another study, and mothers stated that they experienced difficulties in participating in activities
they valued, which influenced their well-being and health (Safe et al., 2012). In the same study, mothers stress the
lack of time left only to themselves and define this time as the times when there are no demands of many roles
they undertake and the cognitive load of being a mother of a child with ASD, and when they do not feel compelling
emotions (Safe et al., 2012).

The anger the mothers felt toward themselves and their children with ASD emerged as a reaction to the
situation they experienced. There are few studies in the literature that support this finding, and other emotions,
rather than anger, are felt. Anger is felt mostly at educators and health services, and especially against the reactions
of other parents and children during their children's anger attacks caused by ASD (Fernandez-Alcéantara et al.,
2016). In studies performed with mothers of a child with ASD, disappointment intensely felt by mothers due to
the non-treatable nature of ASD, not noticing ASD earlier, feeling guilty because their children's condition may
be the result of their own actions, and not being able to live the parenthood they dreamed of (Gobrial, 2018) is
remarkable. Sadness and distress manifest themselves mostly as emptiness and helplessness. Mothers feel helpless
since they think that they cannot contribute to their children’s condition and do not have the skills and resources
to cope with their disabilities (Fernandez-Alcantara et al., 2016). It is thought that mothers' expressing their anger
at their children was not expressed much in the literature because it would increase their guilt; however, it was
thought to be expressed in the current study due to the mothers’ difficulty in carrying the psychological burden of
having multiple children with ASD.

Under the theme of empowerment attempts, presenting the strategies developed by the mothers to
empower themselves, which constituted the third question of the study, it was revealed that the mothers felt obliged
to feel strong for their children despite all their negative experiences, believed that the current condition of their
children would be worse when they let themselves go, and developed various empowerment methods. The findings
of the study in this respect are supported by the findings of the study by Kimura and Yamazaki (2013). Similar to
the present study, in the study by Kimura and Yamazaki (2013), mothers of multiple children with disabilities
stated that they tried to find a positive and optimistic way to continue their lives, although they described the
previous year in their lives as the year of “hitting rock bottom” due to their children's problem behaviors.

Emphasis on religious elements takes an important place among empowerment strategies. The belief that
the mothers emphasized in the study that their children were "gifts" and "angels" sent by God and they were chosen
to look after these angels is supported by different study findings (Jegatheesan, Fowler et al., 2010; Gobrial, 2018).
In the study by Jegatheesan, Fowler et al. (2010), parents believed that they were chosen by God to raise their
“special child.” According to the parents, before God gave them a child with a complex disability, ASD, he
considered many of their characteristics, such as their moral qualities, resilience, ability to be loving and protect
the child, and sent the child to them in this way. God knows that parents will not abandon their children and will
provide them with opportunities to improve their skills. The study emphasized that the religion of Islam directed
the meaning that mothers attributed to a child with ASD and the understanding of destiny in the religion of Islam
facilitated the acceptance of their children by parents (Jegatheesan, Miller et al., 2010). The religious perspective
supports the characteristics of mothers, such as perseverance, tolerance, understanding, compassion, patience, and
hope, contributes to their personal development and enables them to develop a different perspective on their own lives
(Reddy et al., 2019). As the religious belief levels of mothers of children with ASD increase, adverse effects such as
depression decrease (Ekas et al., 2009). Muslim parents develop a positive attitude based on their belief that their children
with ASD are God's will, choice, gift, and exam, and they accept their children with ASD. According to Muslim parents,
God has equipped them with the strength to cope with this (Bernier & McCrimmon, 2022). Studies conducted in Turkey
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show that religious elements emerge as a strong coping strategy after diagnosis (Giileg-Aslan, 2017; Yassibas & Colak,
2019). The fact that religious elements are a strong coping strategy has also been revealed in studies carried out with
non-Muslim parents (llias et al., 2016; Tarakeshwar & Pargament, 2001). In one of these studies, the religious beliefs of
mothers who belonged to different religions and had children with ASD emerged as an important coping strategy. In the
study, mothers indicated that the understanding of destiny constituted a framework for their search for meaning against
having a child with ASD, and their religious rituals made up an important support system for them (llias et al., 2016).

The finding indicating that mothers focus on their children's minor achievements to empower themselves is
supported by similar studies in the literature. Parents adapt their expectations to their children and see their minor
achievements as a big success. Mothers become happy and feel better when their children acquire independent skills in
their daily lives rather than their academic achievements (Reddy et al., 2019). In another study, parents emphasize the
importance of accepting that the developmental milestones of their children with ASD will differ from those of typically
developing children to ensure their self-perceptions and the continuity of their families. Parents indicated that delayed
or different developmental milestones of their children with ASD were as important as normal developmental milestones,
and thus they could maintain their hopes (Woodgate et al., 2008).

Conclusion and Recommendations

The results of this interpretative phenomenological analysis study, aiming to understand the experiences of
mothers of multiple children with ASD, are important to take a closer look at the lives of families, reveal their needs,
plan appropriate interventions, and understand the coping strategies they use. From studies conducted with mothers of a
child with ASD in the literature, it is known that mothers are stigmatized in social life, feel social loneliness, and develop
various coping strategies. According to the findings of the present study, having multiple children with ASD pushes
mothers to more social loneliness and puts the “motherhood role” at the center of their lives. There are serious changes
and transformations in other social and personal areas of mothers who put their children with ASD at the center of their
lives, and emotional reactions such as anger toward their children, longing for a neurotypically developing child and
their own living spaces develop. Some coping strategies emerge along with these changes. It can be said that religious
beliefs take an important place among these strategies.

As the study’s limitation, it would be beneficial to convey to the reader that six of the nine interviews were
conducted face-to-face and three were conducted over the phone. The researcher kept the interview notes during the
phone interviews, but the uncertainty of whether the interview depth was as during the face-to-face interviews, and the
fact that the researcher did not have the chance to observe the participant's body posture and emotional reactions can be
indicated as the study’s limitations.

As a result of the study findings and discussing the findings in light of the literature, some suggestions for
further research and interventions can be presented. It is thought that determining the needs of mothers of multiple
children with developmental difference such as ASD with a challenging nature and establishing support systems will
effectively reduce the social loneliness experienced by mothers. Mothers need systematic psycho-social support to
reduce restricting other areas of life by the role of “motherhood,” regarded as the center of life. Moreover, it is thought
that planning care and rehabilitation services where they can leave their children for a short time will be effective.

Mothers of two children with ASD were interviewed in the study. It is thought that it will be beneficial to
perform studies with mothers and fathers of more than two children with ASD for examining the impact of ASD on
family systems. Research can be carried out with families of multiple children with different disabilities, and it can be
investigated whether findings differ and how the child’s diagnosis of ASD changes the impact on mothers. Similar
studies can be done with other family members, e.g., fathers and siblings. Additionally, it is thought that conducting
quantitative studies with a larger size of the study group will be effective for the generalizability of the impacts of
multiple children with ASD on family members. It is recommended to conduct studies with larger study groups from
different socio-economic groups regarding the strength of religious beliefs, which has emerged as an important coping
strategy.
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