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OTiZM TANISI ALAN COCUKLARIN ANNELERINDE TANI SURECi VE KABULLENME
DENEYiMi: OTO-ETNOGRAFIK BiR ARASTIRMA?

The Diagnosis Process and Acceptance Experience of Mothers of Children Diagnosed with Autism:
An Autoethnographic Research

Derya Gokgozoglu?, Nisa Gokden Kaya®

Oz

Glnumizde gorilme sikhgr tim diinyada artan otizm, sosyal etkilesim ve iletisim becerilerinde yetersizlik, karsihkli konusma
glglikleri ve tekrarlayici stereotipik davranis oriintileri ile karakterize edilen norogelisimsel bir bozukluktur. Baska bir ifade ile sosyal
becerilerdeki yetersizlik, konusma gii¢ligii ve takintih davranislar, her otizmli cocukta ayni sekilde ve siddette gérilmemektedir. Bazi
otizmli ¢ocuklar sinirli da olsa konusmakta, bazilari ise hi¢ konusmamaktadir. Bilissel becerileri de farkhliklar gostermektedir. Ayrica
dzel gereksinimli gocuklar icerisinde en ¢ok davranis problemi gésteren gruptur. Ofke nébetleri, takintili davranislar, uykusuzluk,
beslenme problemleri siklikla gorilmektedir. Diinya genelinde gorilme orani hizla arttigi igin, saglik ve egitim alanlarinda en ¢ok
arastirilan konularin basinda gelmektedir. Buna karsin hentiz otizmin nedenleri ve tedavisi konusunda kesin bilgiler elde edilmemistir.
Kesin olarak bilinen ise otizmli cocuklarin erken gocukluk déneminden itibaren uygun ve yogun ozel egitim destegine gereksinim
duydugudur. Otizm Spektrum Bozuklugu, tanilama aniyla birlikte aile yagsaminin seyrini degistiren; 6zellikle birincil bakim veren anne
icin duygusal, bilissel ve davranigsal diizeyde etkiler yaratan bir siiregtir. Tani, anne agisindan yalnizca bir klinik bilginin edinilmesi
degil, glinlik yasamin, beklentilerin ve annelik rollerinin yeniden diizenlenmesini gerektiren bir doniim noktasidir. Bu ¢alisma, otizmli
¢ocugu olan annelerin tani siirecinde verdikleri ilk duygusal tepkileri ve sonrasindaki kabullenme evrelerini literatir 1siginda
incelemeyi amaglamaktadir. Arastirmalar, annelerin tani aninda sok, inkar ve sugluluk gibi duygusal tepkiler yasadiklarini; ancak
zamanla sosyal destek, bilgiye erisim ve deneyimsel 6grenme yoluyla uyum ve yeniden yapilandirma sireglerine girdiklerini
gostermektedir. Arastirmacinin kisisel tanikhgiyla desteklenen bu galisma, annelerin tani siirecindeki duygusal siireglerini ve anne
Uzerindeki etkilerini akademik bir cercevede ele almaktadir.

Anahtar Kelimeler: Otizm spektrum bozuklugu, anne tepkileri, tani siireci, duygusal uyum, oto-etnografi

Abstract

Autism, a neurodevelopmental disorder characterized by deficiencies in social interaction and communication skills, difficulties in
reciprocal conversation, and repetitive stereotypical behavioral patterns, is increasing in prevalence worldwide. In other words,
deficiencies in social skills, speech difficulties, and obsessive behaviors are not seen in the same way or with the same severity in
every autistic child. Some autistic children speak, albeit limitedly, while others do not speak at all. Their cognitive skills also vary.
Furthermore, they are the group with the most behavioral problems among children with special needs. Temper tantrums, obsessive
behaviors, insomnia, and feeding problems are frequently observed. Because its prevalence is rapidly increasing worldwide, it is one
of the most researched topics in the fields of health and education. However, definitive information about the causes and treatment
of autism has not yet been obtained. What is known for certain is that autistic children need appropriate and intensive special
education support from early childhood. Autism Spectrum Disorder changes the course of family life from the moment of diagnosis;
Diagnosis is a process that has emotional, cognitive, and behavioral impacts, particularly for mothers who are primary caregivers. For
mothers, diagnosis is not merely the acquisition of clinical information, but a turning point requiring a restructuring of daily life,
expectations, and maternal roles. This study aims to examine the initial emotional responses of mothers of autistic children during
the diagnostic process and their subsequent acceptance phases in light of the literature. Research shows that mothers experience
emotional responses such as shock, denial, and guilt at the time of diagnosis; however, over time, they undergo adaptation and
restructuring processes through social support, access to information, and experiential learning. Supported by the researcher's
personal testimony, this review addresses the emotional processes of mothers during the diagnostic process and its effects on
mothers within an academic framework.

! BZ-BILDIRIM (1. Yazar Notu): Bu ¢alisma, bir okul 6ncesi 6gretmeni ve gocuk gelisimi alaninda lisansiistii egitimine devam eden bir arastirmacinin,
ayni zamanda otizm tanili bir ¢ocuk annesi olarak bizzat deneyimledigi igsel siireglerin akademik literatiirle sentezlenmesi sonucu olusturulmustur.
Calisma, oto-etnografik unsurlar tasiyan nitel bir literatir incelemesidir.
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GiRiS

Otizm Spektrum Bozuklugu (OSB) sosyal etkilesim ve iletisim becerilerinde yetersizlik, karsilikl konusma glglukleri ve
tekrarlayici stereotipik davranig orlintileri ile karakterize edilen nérogelisimsel bir bozukluktur. Belirtileri ti¢ yasindan
dnce ortaya cikmakta ve yasam boyu devam etmektedir (Chawarska ve Volkmar, 2005). ilk olarak ¢ocuk psikiyatristi Leo
Kanner tarafindan 1943 yilinda tanimlanmistir. Otizmde birgok yetersizliklerin farkli siddette gorilebilmesinden dolayi
genis bir yelpazesi olan yetersizlikler anlaminda ‘Otizm Spektrum Bozuklugu’ olarak adlandiriimaktadir (Bilgi¢, 2015). Bu
baglamda baslica 6zellikleri sosyal becerilerde yetersizlikler, g6z temasi kurmama, kati rutinler ve sinirli ilgi alanlari olan
otizmin belirtilerinin her bireydeki yogunlugu farkli olmaktadir (Diken, 2013). Otizm, kiz ¢ocuklarina oranla, erkek
cocuklarinda 4,5 kat daha fazla goriilmektedir (Vuran, 2018).

Goritlme sikhgr yillar icinde artan otizm, Uzerinde en ¢ok arastirma yapilan nérogelisimsel bozukluktur. Otizmin
nedenleri ve tedavileri konusunda yapilan arastirmalarda bazi bulgular elde edilse de otizm konusunda heniz agiga
kavugsmayan birgok nokta bulunmaktadir. Bir spektrum bozukluk olmasi nedeniyle otizmin siddeti ve gézlemlenen
davranislar her otizmli bireyde farklilasmaktadir. Buna karsin glinimuizde kesin olarak bilinen bir gercek, otizmli
bireylerin topluma uyum saglayarak bagimsiz yasam becerilerini kazanmalari, erken ¢ocukluk déneminde tanilanarak
erken mudahale programlarinin uygulanmasi ile miimkin oldugudur. Bu baglamda otizme yonelik olarak hem otizmli
¢ocuga sahip ailelerin hem de toplumun farkindaligi gok 6nemli rol oynamaktadir (Susuz ve Dogan, 2020). Ayrica otizmli
bir cocugu olan ebeveynlerin sorumlulugu diger ebeveynlere gore daha fazla oldugu icin ebeveynlerin yikini
arttirmaktadir (Kdksal ve Erciyes, 2021; Zengin Akkus vd., 2021). Bu baglamda otizmli gocugu olan annelerin tanilama
sureci ve sonrasinda yasadiklari duygusal deneyimler ve karsilastiklari sorunlar, dnemli arastirma konularidir. Kéksal ve
Erciyes (2021) otizm tanisi almis ¢ocuklarin aileleriyle yurittiga nitel arastirmada, annelerin ruh saghgr bakimindan
kendilerini duygusal olarak daha garesiz, mutsuz ve yalniz hissettikleri sonucuna varmistir. Cocugun bakimindan birinci
derecede sorumlu olan annelerin yasadiklari duygusal sirecin ve karsi karsiya kaldiklari sorunlarin ortaya konmasi,
annelerin ihtiya¢ duydugu destek mekanizmalarinin olusturulmasi ve dolayisiyla otizmli ¢ocuklarin gelisimlerinin
desteklenmesi bakimindan 6nem tasimaktadir.

Otizm Tanisi Alan Cocuklarin Anneleri

Bir ¢cocuk sahibi olmak, ebeveynler igin gelecege dair umutlarla kurulan bir hikdyenin baslangicidir. Gebelik strecinden
itibaren anne ve babalar, dogacak cocuklariyla ilgili hayaller kurar, gelecegini planlamaya calisir. Ancak ebeveynler 6zel
gereksinimli bir cocugu olacagi dislincesini aklindan bile gecirmek istemez (Akkok, 1997). GUnlimuzde gérilme sikhgi
hizla artan bir nérogelisimsel bozukluk olan otizm tanisi alan bir ¢ocuk, bu hikdyenin akisini beklenmedik bicimde
degistiren ve 6zellikle anne icin alisik olunmayan bir gercgeklikle yizlesmeyi gerektiren bir doniim noktasidir. Tani sireci,
literatlirde ¢ogunlukla ebeveynlerin tani 6ncesi beklentileri ile tani sonrasi yasantilari arasindaki fark Gzerinden ele
alinmaktadir. Bununla birlikte, bu farkin annelerin glindelik hayatinda nasil karsilik buldugu ve nasil anlamlandirildigi,
¢ogu zaman zamana yayilan ve kisisel deneyimlerle sekillenen bir sireci isaret etmektedir (Kutlu vd., 2025). Bu siireg
genellikle cocugun gelisiminde fark edilen kiiglik ama agiklamasi gli¢ ayrintilarla baslamaktadir.

Anneler icin bu erken dénem, ¢cogu zaman sezgisel bir fark etme hali ile belirsizlik arasinda gidip gelen bir bekleyise
karsilik gelmektedir. Uzman degerlendirmesiyle birlikte bu belirsizligin tanisal bir ad kazanmasi, yalnizca bir bilginin
ogrenilmesi degil; cocuga, annelige ve gelecege dair dislincelerin yeniden gozden gegirilmesini gerektiren bir kirilma
anidir. Tani ani, annelerin daha once zihninde kurdugu ¢ocuk imgesini yeniden diisiinmeye basladigi ve annelik rolini
farkh bir cercevede ele aldigi bir esik olarak tanimlanabilir.

Ozel gereksinimli bir gocugun ebeveyni olmak, bir takim olumsuz duygulara yol agmaktadir (Kiling, 2020). Beklenmedik
bu durum karsisinda sok olmak, korku ve kaygl yasamak ve hatta bu durumu inkar etmek genellikle ebeveynlerin ilk
duygusal tepkileri olmaktadir (Dale, 1996). Arastirma bulgulari, engelli bir cocugu olan ebeveynlerin stres diizeyinin tipik
gelisen cocugu olan ebeveynlerden daha yiiksek oldugunu, ayrica engelli cocuga sahip ebeveynlerin yasam doyumunun
digerlerinden daha dislik oldugunu gostermektedir (Cengiz vd., 2021). Bireysel ve cevresel farkhliklara gére degismekle
birlikte, cogu ebeveyn zamanla ¢ocugunun durumunu kabullenmekte ve bu durumla bas etme yollari gelistirmektedir.
Elbette bu slrecte ¢ocugun gelisimine uygun egitim ve tedavi hizmetlerinin yani sira ailelerin de uzman kisilerden
psikososyal destek alinmasi, kabullenme ve gergekgi ¢ozlimler Gretmelerine katki saglamaktadir (Babahanoglu ve Kaya,
2023).
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Tani sonrasinda glindelik yasamin ritmi de degismektedir. Gunllk rutinler, bakim pratikleri ve zaman kullanimi yeniden
diizenlenirken, anneler bir yandan ¢ocugunun gereksinimlerine yanit vermeye, diger yandan kendi duygusal tepkilerini
anlamlandirmaya ¢alismaktadir. Bu dénem, annelik deneyiminin daha fazla dikkat, esneklik ve sireklilik gerektirdigi bir
sirece donidsmektedir. Bu c¢alisma, OSB tanisinin annelerin yasaminda nasil deneyimlendigini, bu siurecin gindelik
hayata ve annelik algisina nasil yansidigini, annelerin kendi anlatilari tizerinden gérinir kilmayi amaglamaktadir.

YONTEM

Bu derleme ¢alisma, oto-etnografik yaklasim ile tematik literatiir taramasinin birlikte ele alindigi bir desene sahiptir.
Oto-etnografik yaklasimda arastirmaci olay ve olgulari kendi perspektifinden aktararak arastirmaya katki saglamaktadir
(Laslett, 1999, s. 392). Arastirmada, otizm tanisi alan ¢ocuklarin annelerinin tani siireci ve sonrasinda yasadiklari
psikolojik deneyimler hem ilgili literatlirden yararlanilarak hem de arastirmacinin bir anne ve egitimci olarak stirece eslik
eden yasantilari Gizerinden incelenmistir (Celik, 2013; Ellis vd., 2011).

Makalenin 1. yazari, otizm tanisi sonrasi karsilasilan durumlari ve bu siirecin annelik deneyimi Gzerindeki etkilerini,
yalnizca bireysel bir anlati olarak sunmak yerine, literatiirde yer alan kavramsal cercevelerle birlikte ele almistir. Bu
kapsamda, okunan bilimsel ¢alismalar, alanda yazilmis kitaplar ve farkl otizmli ¢ocuk aileleriyle kurulan etkilesimler,
arastirmacinin deneyimini anlamlandirmasinda tamamlayici bir zemin olusturmustur. Siire¢ boyunca 6z-dustiniimsel bir
yaklasim benimsenmis; arastirmacinin konumu ve deneyimi, analizin dogal bir parcasi olarak degerlendirilmistir
(Anderson, 2006; Chang, 2008; Ellis vd., 2011). Bu ¢alisma, yasanmis deneyim ile akademik bilginin karsilikh
etkilesiminden hareketle, otizm tanisi alan ¢ocuklarin annelerinin tani siirecinde ve sonrasinda karsilastiklari psikolojik
durumlari daha btincil bir bakisla ele almayi amaglamaktadir. Bu yoniyle arastirma, bireysel deneyimden yola ¢ikarak
ortak temalara ulasmayi hedefleyen nitel bir arastirma niteligi tasimaktadir (Ellis vd., 2011).

BULGULAR
Engelli Cocugu Olan Ebeveynlerin Deneyimleri

Engelli bir ¢ocugun ebeveyni olmak hem aile yapisinda hem de sosyal hayatta blyik degisikliklere yol agmaktadir
(Fisman ve Wolf, 1991). Ayrica arastirmalar ¢ocuklarin egitim ve saglik hizmeti alirken de cesitli zorluklarla karsi karsiya
kaldiklarini gostermektedir (Zengin Akkus vd., 2021). Bu baglamda engelli cocugun aileye katilmasi ile birlikte aileler
asama asama bircok duyguyu deneyimlemektedir. Bu siire¢ her ailede farkliliklar gosterse de ailelerin gésterdigi benzer
tepkileri agiklamaya yonelik bazi modeller (asama modeli, bitinleyici yaklasim, stirekli Gzlinti modeli, travma sonrasi
gelisim modeli vb.) gelistirilmis olup bunlardan en ¢ok kabul géren asama modelidir (Ardig, 2018). Yasanan duygular ve
siddeti aileden aileye farkhliklar gosterse de farkli toplumlarda yapilan arastirmalar genel olarak engelli ¢ocugu olan
ailelerin sireg icinde benzer tepkileri gosterdigini ortaya koymaktadir. Asama modeline gore aileler ilk olarak sok
duygusuyla baslayan siirecte asama asama kabul ve uyum noktasina gelmektedir (Cavkaytar, 2010; Sanl, 2012). Engelli
¢ocugu olan ailelerin yasadig1 duygular Sekil 1'de sunulmustur.

*Sok
Birincil tepkiler eKorku
einkar

eSucluluk
eKararsizhk
*Kizginhk
eUtanma

ikincil tepkiler

ePazarhk
Ugiincil tepkiler eUyum
eKabul

Sekil 1. Engelli cocugu olan ailelerin yasadigi duygular (Kaynak: Sanli, 2012).

Sekil 1’de gorildugi gibi, aileler ilk asamada sok yasarken ayni zamanda hi¢ beklemedigi bu durum karsisinda korku
duymaktadir. Bu asamada verilen tepkilerden biri de reddetmedir. Yani bazi aileler bu durumu inkar ederek, “Doktor

90



Makale Tiirkge Baghk

yanilmis olabilir, benim ¢ocugumda bir sorun yok” seklinde sorunla yiizlesmekten kagmak igin reddetme tepkisi
vermektedir. Aileler, ikinci asamada artik bir seylerin yolunda gitmedigini fark etmektedir. Bu asamada sugluluk,
kararsizlik, kizginlik ve utanma gibi duygular yasanmaktadir (Cavkaytar, 2017). Aile uyeleri birbirini suclayabilir veya
kendini suglayarak bu durumun neden baslarina geldigini sorgulamaya baslar. Bu asamada aile i¢i ¢atismalar da
yasanabilir. Yasanan durumun sorumlusu olarak gordikleri kisiye kizginlik duyulmasi da gosterilen tepkiler arasindadir.
Ornegin doktora veya saglk calisanlarina kizginhk duyulabilir. Utanma ise toplumun engelli bireylere olumsuz bakisi
nedeniyle yasanan duygulardan biridir. Engelli bir cocuga sahip olmak, bazi aileler icin utang¢ kaynagi olarak goérulebilir
ve hatta aile bdyle bir cocuga sahip oldugunu saklamak geregi de duyabilir.

Son olarak ise aile pazarlik ederek ¢ocugu icin yapabileceklerini yaparak onun normale dénebilecegi imidine kapilabilir.
Zamanla duruma uyum saglayarak kabul noktasina varmaktadir. Gorildugi gibi aileler icin bu siire¢ oldukga karmasik
duygularin yasandigl ve bas etmesi zor bir durumdur. Aileler kabul ve uyum asamasina kadar bir¢ok duygu
deneyimlemektedir. Yasanan bu duygular, literatiirde yer alan bilgiler ile 1. arastirmacinin kisisel deneyimleriyle birlikte
ele alinmistir.

Tani1 Anindaki ilk Tepkiler: Sok, Korku ve inkar

Tani ani, anneler i¢in yasamin olagan akisinin durdugu ve tiim beklentilerin bir anda degistigi bir andir. Bu donemde,
bilinmezlik, yogun duygular ve belirsizlik i¢ ice gecer. Annelerin deneyimleri, taninin getirdigi sok, korku ve inkar
tepkileriyle sekillenir; bu tepkiler, psikolojik olarak dogal ve anlasilir tepkilerdir (KiiblerRoss, 1969; Olshansky, 1962).

Taniyi ilk duydugunda anne, sarsilir ve duygusal karmasa yasar. Cogu zaman zihninde bir bosluk hissi ve karigiklik hissi
olusur. Gelecege dair planlar, beklentiler ve umutlar bir anda yeniden sekillenir. Bu siiregte anneler, “Bundan sonra ne
olacak?” veya “Bu yukin altindan kalkabilecek miyim?” gibi sorularla kendi duygu ve dislincelerini sorgular. Literatiirde
de goruldagi gibi, tani ani; belirsizlik, kaygi ve sok gibi duygularin eslik ettigi yogun bir psikolojik deneyimdir (Gray,
2002; Hutton & Caron, 2005).

Otizmli gocugu olan 15 anne ve 8 baba ile nitel bir arastirma yirittlmustir. Bu arastirmada, ebeveynlerin ilk tepkisinin
yogun Uzlntu oldugu sonucuna ulasiimistir. Ayrica bilgi alma ihtiyacinin da bu siregte 6ne ¢iktigi belirlenmistir (Nuri vd.,
2018). Baska bir arastirmada ise engelli cocuklarin ebeveynlerinin tani anindan itibaren gelecege yonelik kaygilar
yasadigi belirlenmistir (Cigerli vd., 2014).

Arastirmaci agisindan bu dénem, kisisel deneyimin sistematik bir gézlem ve analizle ele alindigl yogun bir siire¢ olarak
degerlendirildi. ilk duyulan tani, biiyiik bir sok ve karmasa yaratirken, akilda ayni anda farkli diisiinceler belirdi: “Belki bu
sadece yanlis bir teshistir,” “Dilzelir mi, belki kontrol edebilirim,” gibi umut ve sorgulamalar i¢ ice gecti. Bu sireg,
yalnizca ani bir duygusal sarsinti degil, ayni zamanda anlam arayisinin, olasi senaryolarin ve kisisel sorumluluk
duygusunun i¢ ice gectigi karmasik bir zihinsel deneyim olarak yasandi. Arastirmaci, bu i¢sel dalgalanmayi yalnizca
bireysel bir duygu durumu olarak degil, literatiirde tanimlanan sok, inkar ve korku tepkileri gergevesinde
degerlendirerek anlamlandirdi (Kiibler-Ross, 1969; Olshansky, 1962).

Sok ve karmasanin ardindan, bircok anne taniyi kabul etmekte zorluk yasar. Bu asamada inkar, taniyi reddetmekten
ziyade, gercekligi anlamak ve kabullenmeye hazirlanmak icin verilen dogal bir tepkidir. Bazi anneler, taniyi yeniden
dogrulatmak ve daha fazla bilgi edinmek amaciyla farkli uzman gorislerine basvurabilir. Literatiir, bu donemin anne igin
hem duygusal hem de bilissel olarak yogun bir stire¢ oldugunu ortaya koymaktadir (Hutton & Caron, 2005).

Zamanla taninin degismeyeceginin anlasilmasi, annelerde kendi ebeveynlik uygulamalarini ve cevresel faktorleri
yeniden degerlendirme siirecini baslatir. Bu sorgulamalar, suglama veya 0Ozelestiri ile birlesebilir; ancak arastirmacinin
gozlemleri, bu stirecin anneler igin normal ve anlamli bir igsel hesaplasma oldugunu géstermektedir (Olshansky, 1962).
Boylece yasanmis deneyim, akademik cerceve ile bitiinleserek hem kisisel hem de kuramsal bir bakis agisi
saglamaktadir.

ikincil Tepkiler: i¢sel Suglama ve Sorgulama Siireci

Sok ve inkarin ardindan, annelerin yasadigi en yogun deneyimlerden biri kendine ve cevresine yonelik suglamadir.
Anneler, ¢ocuklarinin durumunu distndiikce gecmisteki tim kararlarini ve ginliik uygulamalarini sorgulamaya bagslar:
“Cocuguma yeterince zaman ayirabildim mi?”, “Diger ¢ocuklarimla ilgilenirken onu ihmal etmis olabilir miyim?”,
“Bakiciyla ilgili bir hata mi oldu?”, “Tablete veya telefona fazla mi bagimh hale getirdik?”, “Oyun gruplarina yeterince
goturmedik mi, disarida yeterince dolastirmadik mi?”, “Yeterli uyari ve destek saglayabildim mi?” gibi sorular zihinde
tekrar tekrar dolasir. Ayni zamanda, taninin daha erken konulmus olmasinin ¢ocugun gelisimi icin daha uygun bir yol
aclp agmayacagl sorusu da annelerin akhni kurcalar. Bu igsel sorgulamalar, yalnizca sorumluluk bilincinden degil,
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kaybolan kontrol duygusunu yeniden kazanma ve yasanan durumu anlamlandirma g¢abasindan kaynaklanir (Hutton &
Caron, 2005).

Arastirmacinin  gozlemleri, bu sirecin annelerin ge¢mis deneyimlerini ve ginlik rutinlerini titizlikle goézden
gecirmelerine yol agtigini ortaya koymaktadir. Anne hem c¢ocugunun gereksinimlerini hem de kendi uygulamalarini
elestirel bir sekilde degerlendirir; hatalarin olasi etkilerini dislinir ve gelecekte daha iyi nasil destek olabilecegini
sorgular. Literatlirde de belirtildigi Gzere, bu donem anneler igin psikolojik olarak yogun, ancak normal ve anlamli bir
icsel hesaplasma sirecini temsil eder (Gray, 2002). Bu asama, sok ve inkar tepkileriyle baslayan siirecin dogal bir devami
olarak, annenin hem kendi davranislarini hem de ¢ocugunun gereksinimlerini anlamaya calistigl bir gecis donemidir.
Ayni zamanda ilerleyen kabullenme asamasina hazirlik olarak, duygusal yogunlugun ve icsel hesaplasmanin zirveye
ciktig bir evredir. Kararsizlik ve kizginlik duygulari da bu asamada 6n plandadir (Cavkaytar, 2017).

Kabullenme Yolculugu ve Toplumsal Bariyerler

Kabullenme, otizmli bir cocugun annesi i¢in bir anda meydana gelen bir durum olmayip; zaman iginde olgunlasan, inisli
¢ikigh ve duygusal olarak yogun bir yolculuktur. Bu siiregte anne hem kendi i¢ diinyasini hem de gocugunun gelisimsel
ihtiyaclarini yeniden anlamlandirmak durumundadir. Kabullenme, ¢ogu zaman kuglk farkindaliklarla baslar, glinlik
yasamdaki pratiklerle derinlesir ve zamanla annenin ruhsal direncine dondsir.

Otizmli gocuklarin anneleri icin yas siireci dogrusal ilerlemez; ¢cocuk her yeni gelisimsel adimda, annede ilk tani anindaki
saskinlik, kaygi ve belirsizlik duygulari yeniden canlanir. Bu deneyim, literatiirde Simon Olshansky (1962) tarafindan
tanimlanan “kronik keder” (chronic sorrow) olarak adlandirilir ve zamana yayilan, yinelenen bir hiiziin déngiisin ifade
eder. Arastirmaci olarak gozlemlerimde, benzer yiikleri tasiyan diger annelerle deneyim paylasimi, bu duygusal dongtyi
tamamen ortadan kaldirmasa da yikiin daha yonetilebilir hale gelmesini saglar ve annenin dayanikliligini artirir.

Toplumsal Yargilar ve Mikro-Saldirilar

Kabullenme siirecini daha da zorlastiran bir diger faktor, toplumun annelere yonelik yargilaridir. Cogu zaman iyi niyetle
sdylenen sdzler, annenin omzundaki yiki{ artirir ve yalnizlik hissi yaratir. Ornegin, “O bir melek, sen cennetliksin” veya
“Senin sinavin” gibi ifadeler, annenin insani beklentilerini ve ¢ocugun dogal gelisim silrecini gormezden gelir. Benim
gozlemlerimde ve konustugum diger annelerin deneyimlerinde, bu tir sézler cogu zaman mikro-saldiri etkisi yaratir;
annenin yalniz hissetmesine yol agar ve kabullenme siirecini daha sancili hale getirir.

Ayni sekilde, “Sana bir sey olursa” korkutmasi veya ¢ocugun normallik baskisi, annenin sorumlulugunu artirirken,
¢ocugun gelisimsel degerini sadece “normale yaklasma” Uzerinden 6lgme egilimi, annede caresizlik ve yabancilagsma
duygusunu tetikler. Ancak tim bu zorluklarin icinde anne, cocugunu oldugu gibi kabul etmeyi ve potansiyelini gérmeyi
Ogrenir. Kabullenme, duygusal yogunlugun ve i¢csel hesaplasmanin zirveye ciktigi bir evre olarak, annenin hem kendisini
hem de ¢ocugunu daha derinden anlamasini saglar ve ilerleyen siirecte glicli bir farkindalik ve savunuculuk roliine kapi
aralar.

Otizmli gocuklar ve ailelerinin yasadigl sorunlardan biri de toplumsal dislanmadir. Son yillarda artan farkindahk
calismalarina karsin hala engelli bireyleri kiiciimseme, alay etme veya acima gibi tutumlar devam etmektedir (Coban ve
Ozcebe, 2019). Bu durumun temelinde bilgi eksikligi ve empati yoksunlugu yatmaktadir. Ozmen ve Cetinkaya (2012)
engelli cocugu olan ailelerin yasadigi sorunlari belirlemek Gizere bir ¢calisma yuritmus ve bu ailelerin toplumsal izolasyon
sorunu yasadiklari sonucuna ulasmistir. Ozellikle sterotipik davranislari olan otizmli ¢ocuklar, toplum iginde garip
karsilanabilmektedir. Otizmli cocugu olan aileler, sosyal hayatta damgalama (stigma) ile sik¢a karsi karsiya kalmaktadir
(Uz ve Kaya, 2018). Bu durum gerek cocuklarin gerekse ailelerinin sosyal hayattan uzaklasmasina yol agmaktadir. Otizm
spektrum bozukluguna sahip ¢ocugu olan annelerin deneyimlerinin incelendigi nitel bir ¢alismanin bulgulari, annelerin
cocuklarinin sosyal kabulii icin ¢abalamalarina karsin sosyal dislanma ve ayrimciliga maruz kaldiklarini géstermektedir
(Kutlu vd., 2025).

Gliclenme ve Savunuculuk

Anne, cocugunun potansiyelini oldugu gibi gormeye ve onun icin ¢6zim lretmeye basladiginda, kabullenme siireci
yavas yavas meyvelerini verir. Artan bilgi ve deneyimle birlikte, anneler “c6zim odaklh” bir bakis agisina kavusur ve
kiicik adimlarla, sabirla ilerlemenin degerini 6grenir.

Kendi yasadigim siirecte, kabullenmek artik sadece bir kavram degil; bir inang haline gelir: “Hayat 6niimuize ne gikarirsa
¢ikarsin, bu yolu birlikte yilriyecegiz.” Kiicik gelismeler, beklenmedik mutluluklar dogurur; cocugun attigi her adim,
Ogrenilen her yeni beceri, paylasilan her glilimseme annede tarifsiz bir seving yaratir. Bazen ¢ocuk bu yolda diser,
bazen durur; anne her zaman arkasinda durur, ona destek olur, hafifge ittirir ve diigse de yeniden kalkmasina eslik eder.
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Bu sireg, yalnizca ¢ocugun gelisimiyle sinirl kalmaz; annenin de hayata bakisini ve yasama sevincini dondstardr.
Hayattan birlikte zevk almayi, ani paylasmanin guizelligini ve kuglik anlarin degerini fark etmeye baslar. Cocugun
toplumsal bir parcasi oldugunu gérmek, annenin i¢ diinyasinda derin bir huzur ve mutluluk yaratir. Artik her basari, her
adim sadece ¢ocuga degil, birlikte insa edilen hayatin giizelligine de aittir.

Kabullenme asamasinin en biyik kazanci ise, annenin toplumdaki 6nyargilara karsi dik durabilmesi ve bir savunucu
roliinu Ustlenebilmesidir. Arastirmalarda, annelerin savunuculuk roll Gstlendikge hem ¢ocuklarinin haklarini daha etkin
koruduklari hem de kendi yasam tatminlerinin arttigi gézlemlenmistir (Gray, 2002). Bu glig, sadece ¢ocugun yolculugunu
kolaylastirmakla kalmaz; annenin i¢sel direncini ve yasamdan aldig1 tatmini de artirir. Birlikte ylrtdikge, birlikte 6grenip
blylduikge, bu yolculuk hem anlam hem de mutluluk dolu bir deneyime dénusdr.

ilgili Arastirmalar

OSB’nun gorilme sikliginin artmasi, bu konu ile ilgili bilimsel arastirma sayisinda da artisa neden olmaktadir. Tirkiye’de
ve dlinyada OSB tanili cocugu olan anne babalarin duygusal durumlari, psikolojik tepkileri ve yasadiklari sorunlari gézler
online seren bircok arastirma bulunmaktadir. OSB olan ¢ocuga sahip ebeveynlerin yasam deneyimlerini derinlemesine
arastiran nitel bir ¢alisma Yassibas ve Colak (2019) tarafindan yirGtalmustir. Arastirmaya Tirkiye’de ¢ocuklari OSB olan
bes anne ve bes baba katiimistir. Arastirmada ebeveynlerin, tanilama 6ncesinde ve sirasinda stresli bir stireg ile olumsuz
deneyimler yasadiklari, ¢cocuklarinin egitim siirecinde ise ¢evreden ayrimcilik, reddedilme ve etiketlenme gibi olumsuz
tepkilerle karsilastiklari sonucuna ulasiimistir.

Otizm spektrum bozuklugu tanisina iliskin ebeveyn bakis agilarini inceleyen literatiriin miktarini, kapsamini ve
metodolojik 6zelliklerini belirlemeyi, temel arastirma bulgularini sentezleyerek mevcut literatirdeki bosluklar
vurgulamayi amaclayan bir derleme calismasi yiritilmustir. Ocak 1994-Subat 2020 dénemini kapsayan sistematik
derlemeye 122 makale dahil edilmistir. Calismalarin blyiik ¢cogunlugu Avrupa ve Kuzey Amerika'da, yuksek gelirli
Ulkelerde gerceklestigi, calismalarin yarisindan fazlasinda nitel metodoloji kullanildigi sonucuna ulasilmistir. Ayrica tani
deneyiminin dort temel bileseni degerlendirmeye giden yol, degerlendirme siireci, tani ve geri bildirim oturumunun
sunulmasi ve bilgi, kaynak ve destek saglanmasi olarak belirlenmistir (Makino vd., 2021).

Bir baska sistematik derleme caligmasinda, ebeveynlerin otizm tanisini kabullenme veya bu konuda ¢6ziim bulma
bigimlerini arastiran, 2017-2022 yillari arasinda yapilmig olan 592 katilimcinin yer aldigi on dort ¢alisma incelenmistir.
Ebeveynlerin ¢ocuklarina otizm tanisi konulmasina iliskin kabullenme sireclerini destekleyen veya engelleyen faktorleri
belirlemeyi amaglayan bu calismada, cocugun 6zellikleri, din, inang, kultdr, bilgi ve belirsizlik, negatif duygular, pozitif
duygular, destek faktori ile uyum ve anlayisin etkili oldugu sonucuna ulasiimistir (Naicker vd., 2023).

Babahanoglu ve Kaya (2023) yurittukleri arastirmada engelli ¢ocuga sahip ebeveynlerin yasam doyum duzeylerini
incelemistir. Arastirmaya 360 ebeveyn katilmis olup, sosyal hayatta dislanma yasamayan ve destek alanlarin yasam
doyum diizeylerinin daha yiksek oldugu sonucuna ulasilmistir. Sonug olarak, engelli gocuga sahip ebeveynlerin yagam
doyumu i¢in gerek sosyal cevresinden gerekse profesyonel kisilerden sosyal destek almasinin gerekli oldugu
soylenebilir. Ektas (2017) otizm tanisi almis ¢cocugu olan 200 anne ile ylratttgi arastirmada, psikolojik dayaniklihk, 6z
duyarhlik ve psikolojik iyi oluslari arasindaki iliskiyi incelemistir. Arastirma bulgulari annenin yasi, egitim diizeyi, maddi
durumu ve 6zel egitim alma siresi arttikga, psikolojik dayaniklk, psikolojik iyi olus ve 6z duyarhlik degiskenlerinin de
attigini gostermektedir.
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SONUC VE TARTISMA

Otizm tanisi, anneler icin hayat kitabinin en zorlu béliminin agilmasidir. Bu tani, sadece bir teshis degil; daha dnce
hayal edilen bir hayatin sessizce kapanmasi, planlarin yeniden yazilmasi ve annelik kimliginin kokli bir sekilde
sorgulanmasidir. ilk anlarda yasanan sok, belirsizlik ve yogun duygular, bir zayiflik degil; kaybolan hayallerin,
beklenmedik bir gercekle ylzlesmenin dogal tepkileridir. Ancak zamanla, bu sancili yolculuk bir dénisim alanina
donisur. Anne, kendi sinirlarini, sabrini ve sevgisini yeniden kesfeder; kiiclik basarilarin ve paylasilan anlarin degerini
fark eder. Her gulimseme, her yeni kazanim, sadece ¢ocugun degil, birlikte insa edilen hayatin da zaferidir. Bu slreg,
annede merhameti, sabri ve anlayisi derinlestirir; artik aci, 6tekinin duygusunu hissetmeye ve onunla birlikte yagamaya
donisur. Bu baglamda c¢alisma, tani siirecinin yalnizca ¢ocuga degil, anneye ve annelik deneyimine dair ¢cok katmanli bir
donlisim alani olusturdugunu ortaya koymaktadir. 1. yazar kendi yolculugunda, bu sirecin tek bir dogrusal cizgide
ilerlemedigini; ilk baslarda kendini sugladigini, eksikliklerini sorguladigini, her adimda kaygi ve belirsizlikle yuzlestigini
fark etmistir. Ancak zamanla, aldig1 egitimler ve benzer deneyimleri yasayan annelerle kurdugu baglar, bu yiki
paylasmasini ve slreci daha yonetilebilir kilmasini saglamistir (Hutton & Caron, 2005; Wayment & Brookshire, 2018). Bu
deneyim, kabullenmenin yalnizca zihinsel bir onay degil, duygusal bir uyum ve iligkisel yeniden yapilanma oldugunu
gostermigtir.

Kabullenme ve gliclenme, yalnizca ¢ocugun gelisimiyle sinirli degildir. Anne, birlikte paylastigi her anin degerini bilir,
hayattan zevk almanin ve ani bir baskasina dokunarak paylasmanin giizelligini kesfeder. Kiicik adimlarin, el ele atilan
yollarin ve birlikte karsilasilan zorluklarin, yasami daha anlamli ve degerli kildig1 ortaya cikar. Her dislste yeniden
kalkabilme cesareti, her durakta sabirla bekleyebilme kararliligi, annenin i¢sel gliciini ve dayaniklihigini artirir.

Arastirmalar, engelli gocugu olan ailelerin gocuklarin gelisimlerini desteklemelerinin 6nemini ortaya koymaktadir (Seving
ve Babahanoglu, 2016: 112). Bu da ancak durumun gercekgi bir bicimde kabul edilmesi ile mimkindir. Otizm tanisi
aldiktan sonra hem gocuga hem de aileye destek verilmesi, durumu kabullenmeyi ve bas etmeyi kolaylastirmaktadir
(Selimoglu vd., 2013). Bu oto-etnografik derleme, otizm tanisi alan ¢ocuklarin annelerinde tani siireciyle baslayan
deneyimlerin yalnizca bireysel yasantilardan ibaret olmadigini; ortak duygular, dislinceler ve uyum bicimleri etrafinda
sekillendigini ortaya koymaktadir (Kutlu vd., 2025). Bu baglamda galisma, tani siirecinin yalnizca ¢ocuga degil, anneye ve
annelik deneyimine dair ¢ok katmanli bir donlisim alani olusturdugunu; kaygi, belirsizlik ve sugluluk gibi duygularin
zamanla anlamlandirma, uyum ve savunuculukla gliclenen bir deneyime donistiglini ortaya koymaktadir. Literatir ile
bireysel yasantinin bitlinlesik olarak degerlendirilmesi, annelerin deneyimlerinin hem akademik hem de uygulama
alaninda anlagilabilir ve aktarilabilir hale gelmesini saglamaktadir. Sonug olarak, otizmli bir cocugun annesi olmak; acinin
icinden gecerek, sabir ve sevgiyle bir kabullenme ve farkindalik devrimine ulasmaktir. Bu yolculukta anne, sadece bir
ebeveyn degil; umudu, yasam sevincini ve miicadele gliciini yeniden yeserten bir rehberdir. Onun deneyimi, toplum ve
akademik cevre icin bir cagridir: Yaninda durmak, yiikiini paylasmak ve bu donlsiim micadelesine eslik etmek, gercek
anlamda bir farkindalik yaratmanin baslangicidir.

ONERILER

Bu arastirmadan elde edilen bulgular isiginda, otizmli ¢ocugu olan annelerin yasadiklari duygusal yuki hafifletmek
amaciyla birtakim éneriler sunulabilir. Ozellikle cocuga birinci derecede bakim veren kisi olarak annelerin psikolojik
olarak desteklenip guglendiriimesi gerekmektedir. Bu baglamda bir ¢ocuga otizm tanisi konduktan sonraki siiregte
¢ocugun ailesine ve Oncelikli olarak annesine sosyal hizmet alanindan profesyoneller tarafindan psikolojik destek
saglanmalidir. Bu destek hem annenin duygusal olarak bu siireci daha kolay kabullenmesine yardimci olabilir hem de
cocuklarinin gelisimleri icin daha bilingli olarak uygun adimlari atabilmesinin 6niindeki engelleri kaldirmalarini
saglayabilir. Buna ek olarak annelere c¢ocuklarinin gelisimlerine nasil katki sunabileceklerine iliskin egitimler
diizenlenebilir. Bu egitimler, c¢ocuklarin bilissel, fiziksel ve psiko-sosyal gelisimi acgisindan annelerin evde
uygulayabilecegi etkinlik orneklerini ve otizmli ¢ocuklarda siklikla gorilen problem davranislarla nasil bas
edebileceklerini igermelidir. Ayrica otizmli ¢gocugu olan annelerin psikososyal agidan desteklenmesi amaciyla, benzer
sorunlari yasayan kisilerle bir araya gelerek cesitli dernek ve sivil toplum kuruluglari binyesinde sosyal hayata
katilmalari yararl olabilir. Otizm konusunda toplumsal farkindaligi arttiracak calismalar da yararli olabilir. ileride
yapilacak bilimsel arastirmalarda da annelere yonelik yapilan uygulamalarin duygusal acidan etkisi incelenebilir. Ayrica
babalarin bu siregte yasadiklarini belirlemek lGzere ¢alismalar yapilabilir. Bu tir bilimsel uygulamalarin 6zellikle egitim
ve sosyo-ekonomik acidan dezavantajli annelere katki saglayacagi dislintilmektedir.
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EXTENDED SUMMARY

THE DIAGNOSIS PROCESS AND ACCEPTANCE EXPERIENCE OF MOTHERS OF CHILDREN DIAGNOSED
WITH AUTISM: AN AUTOETHNOGRAPHIC RESEARCH

INTRODUCTION

Having a child is the beginning of a story built on hopes for the future for parents. From the pregnancy stage onwards,
mothers and fathers dream about their unborn child and try to plan their future. However, parents don't even want to
consider the possibility of having a child with special needs (Akkdk, 1997). A child diagnosed with Autism Spectrum
Disorder (ASD), a neurodevelopmental disorder whose prevalence is rapidly increasing today, is a turning point that
unexpectedly changes the course of this story and requires the mother to confront an unfamiliar reality. The diagnostic
process is mostly discussed in the literature through the difference between parents' pre-diagnosis expectations and
their post-diagnosis experiences. However, how this difference is reflected and interpreted in mothers' daily lives often
points to a process that unfolds over time and is shaped by personal experiences (Kutlu et al., 2025). This process
usually begins with small but difficult-to-explain details noticed in the child's development.

For mothers, this early period often corresponds to a period of waiting that oscillates between intuitive awareness and
uncertainty. The diagnostic recognition of this uncertainty through expert evaluation is not merely the acquisition of
new information; it is a turning point requiring a reassessment of thoughts about the child, motherhood, and the
future. The moment of diagnosis can be defined as a threshold where mothers begin to rethink the image of the child
they previously held in their minds and approach the role of motherhood within a different framework.

Being the parent of a child with special needs leads to a number of negative emotions (Kiling, 2020). Shock, fear,
anxiety, and even denial are often the first emotional reactions of parents to this unexpected situation (Dale, 1996).
Research findings show that parents of children with disabilities have higher stress levels than parents of typically
developing children, and that parents of children with disabilities have lower life satisfaction than others (Cengiz et al.,
2021). Although it varies according to individual and environmental differences, most parents eventually accept their
child's condition and develop coping mechanisms. Of course, in this process, in addition to education and treatment
services appropriate to the child's development, families also receive psychosocial support from experts, which
contributes to acceptance and the production of realistic solutions (Babahanoglu and Kaya, 2023).

The rhythm of daily life also changes after the diagnosis. While daily routines, care practices, and time management are
reorganized, mothers try to respond to their child's needs on the one hand, and to make sense of their own emotional
reactions on the other. This period transforms into a process that requires more attention, flexibility, and continuity in
the motherhood experience. This study aims to make visible how the diagnosis of ASD is experienced in the lives of
mothers, how this process is reflected in daily life and the perception of motherhood, through the mothers' own
narratives.

METHOD

This study has a design that combines an auto-ethnographic approach with a thematic literature review within the
framework of qualitative research approaches. In this study, the psychological experiences of mothers of children
diagnosed with autism during and after the diagnosis process were examined both by utilizing the relevant literature
and through the researcher's own experiences as a mother and educator (Celik, 2013; Ellis et al., 2011).
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The first author of the article addressed the situations encountered after an autism diagnosis and the effects of this
process on the motherhood experience not only as an individual narrative, but also within the conceptual frameworks
found in the literature. In this context, the scientific studies read, the books written in the field, and the interactions
established with different families of autistic children formed a complementary ground in understanding the
researcher's experience. A self-reflective approach was adopted throughout the process; the researcher's position and
experience were considered as a natural part of the analysis (Anderson, 2006; Chang, 2008; Ellis et al., 2011). This study
aims to address the psychological states faced by mothers of children diagnosed with autism during and after the
diagnosis process from a more holistic perspective, based on the interaction between lived experience and academic
knowledge. In this respect, the research is a qualitative review aiming to reach common themes starting from individual
experience (Braun & Clarke, 2006; Ellis et al., 2011).

RESULTS
Experiences of Parents of Children with Disabilities

Being a parent of a child with a disability leads to significant changes in both family structure and social life (Fisman and
Wolf, 1991). In addition, research shows that children face various difficulties in receiving education and health services
(Zengin Akkus et al., 2021). In this context, families experience many emotions step by step with the inclusion of a
disabled child into the family. The emotions experienced by families with disabled children are presented in Figure 1.

eShock
Primary Reactions eFear
eDenial

oGuilt
eIndecision
eAnger
eShame

Secondary Reactions

eBargaining
Tertiary Reactions eAdjustment
eAcceptance

Figure 1. Emotions experienced by families with disabled children (Source: Sanli, 2012).

As seen in Figure 1, families experience many emotions from the initial shock stage to the acceptance and adaptation
stage. These emotions are discussed together with the information in the literature and the personal experiences of the
first researcher.

Initial Reactions at the Time of Diagnosis: Shock, Fear, and Denial

The moment of diagnosis is a moment for mothers when the normal flow of life stops and all expectations change at
once. During this period, uncertainty, intense emotions, and ambiguity intertwine. Mothers' experiences are shaped by
the shock, fear, and denial reactions brought about by the diagnosis; These reactions are psychologically natural and
understandable (KiblerRoss, 1969; Olshansky, 1962).

Shock and Emotional Turmoil

Upon first hearing the diagnosis, mothers often experience a feeling of emptiness and confusion in their minds. Plans,
expectations, and hopes for the future are suddenly reshaped. During this process, mothers question their own feelings
and thoughts with questions such as, "What will happen next?" or "Will | be able to cope with this burden?" As seen in
the literature, the moment of diagnosis is an intense psychological experience accompanied by feelings such as
uncertainty, anxiety, and shock (Gray, 2002; Hutton & Caron, 2005).

A qualitative study was conducted with 15 mothers and 8 fathers of autistic children. This research concluded that the
parents' initial reaction was intense sadness. It was also determined that the need for information was prominent
during this process (Nuri et al., 2018). Another study determined that parents of children with disabilities experience
anxieties about the future from the moment of diagnosis (Cigerli et al., 2014).
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From the researcher's perspective, this period was considered an intense process in which personal experience was
addressed through systematic observation and analysis. The initial diagnosis created a great shock and confusion, while
different thoughts simultaneously arose in the mind: "Maybe this is just a misdiagnosis," "Will it get better, maybe | can
control it," hopes and questions intertwined. This process was experienced not only as a sudden emotional shock but
also as a complex mental experience where the search for meaning, possible scenarios, and a sense of personal
responsibility intertwined. The researcher interpreted this internal fluctuation not only as an individual emotional state
but also within the framework of shock, denial, and fear responses described in the literature (Kibler-Ross, 1969;
Olshansky, 1962). Resistance to Reality and the Search for Meaning

Following the shock and confusion, many mothers have difficulty accepting the diagnosis. At this stage, denial is not so
much a rejection of the diagnosis as a natural reaction to understand and prepare for acceptance of reality. Some
mothers may seek different expert opinions to reconfirm the diagnosis and obtain more information. The literature
reveals that this period is an intense process for the mother, both emotionally and cognitively (Hutton & Caron, 2005).

Over time, the realization that the diagnosis will not change initiates a process of re-evaluating their own parenting
practices and environmental factors in mothers. These inquiries may be combined with blame or self-criticism;
however, the researcher's observations show that this process is a normal and meaningful internal reckoning for
mothers (Olshansky, 1962). Thus, lived experience integrates with the academic framework, providing both a personal
and theoretical perspective.

The Process of Internal Blame and Inquiry

Following shock and denial, one of the most intense experiences mothers go through is self-blame and blame towards
their environment. As mothers reflect on their children's condition, they begin to question all their past decisions and
daily practices: Questions like, "Did | spend enough time with my child?", "Could | have neglected him while caring for
my other children?", "Was there a mistake with the caregiver?", "Did we make him too dependent on tablets or
phones?", "Did we take him to playgroups enough, or take him out for walks enough?", "Did | provide enough
stimulation and support?" repeatedly circulate in their minds. At the same time, the question of whether an earlier
diagnosis would have paved a more favorable path for the child's development also preoccupies mothers. These
internal questionings stem not only from a sense of responsibility but also from an effort to regain lost control and
make sense of the situation (Hutton & Caron, 2005).

The researcher's observations reveal that this process leads mothers to meticulously review their past experiences and
daily routines. The mother critically evaluates both her child's needs and her own practices; she considers the potential
consequences of mistakes and questions how she can provide better support in the future. As noted in the literature,
this period is psychologically intense for mothers. However, it represents a normal and meaningful process of internal
reckoning (Gray, 2002).

This stage, a natural continuation of the process that begins with shock and denial reactions, is a transitional period in
which the mother tries to understand both her own behavior and her child's needs. It is also a phase where emotional
intensity and internal reckoning reach their peak, preparing for the progressing acceptance stage.

The Journey of Acceptance and Social Barriers

Acceptance is not something that happens suddenly for the mother of an autistic child; it is a journey that matures over
time, with ups and downs and emotionally intense experiences. In this process, the mother must reinterpret both her
own inner world and her child's developmental needs. Acceptance often begins with small awarenesses, deepens
through daily life practices, and eventually transforms into the mother's spiritual resilience.

Cyclical Grief: Chronic Grief

For mothers of autistic children, the grieving process does not progress linearly; with each new developmental step, the
feelings of shock, anxiety, and uncertainty experienced at the time of the initial diagnosis are revived in the mother.
This experience is referred to in the literature as "chronic sorrow," as defined by Simon Olshansky (1962), and
represents a cycle of sadness that unfolds over time and is recurring. In my observations as a researcher, sharing
experiences with other mothers who carry similar burdens, while not completely eliminating this emotional cycle,
makes the burden more manageable and increases the mother's resilience. Societal Judgments and Micro-Attacks

Another factor that further complicates the acceptance process is societal judgments directed at mothers. Often, well-
intentioned words increase the burden on the mother's shoulders and create a feeling of loneliness. For example,
expressions such as "She's an angel, you're destined for heaven" or "This is your test" ignore the mother's humane
expectations and the child's natural developmental process. In my observations and in the experiences of other
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mothers | spoke with, such words often have a micro-attack effect; they lead the mother to feel alone and make the
acceptance process more painful.

Similarly, the fear of "what if something happens to you" or the pressure on the child to conform to normalcy increases
the mother's responsibility, while the tendency to measure the child's developmental value solely through
"approaching normality" triggers feelings of helplessness and alienation in the mother. However, amidst all these
difficulties, the mother learns to accept her child as they are and to see their potential. Acceptance, as a phase where
emotional intensity and internal reckoning reach their peak, allows the mother to understand both herself and her child
more deeply, and opens the door to a strong awareness and advocacy role in the later stages. One of the problems
experienced by autistic children and their families is social exclusion. Despite the increasing awareness campaigns in
recent years, attitudes such as belittling, mocking, or pitying disabled individuals still persist (Coban and Ozcebe, 2019).
This situation is rooted in a lack of information and empathy. Ozmen and Cetinkaya (2012) conducted a study to
identify the problems experienced by families with disabled children and concluded that these families experience
social isolation. Autistic children, especially those with stereotypical behaviors, may be perceived as strange in society.
Families with autistic children frequently face stigma in social life (Uz and Kaya, 2018). This situation leads to social
isolation for both children and their families.

Empowerment and Advocacy

When a mother begins to see her child's potential as it is and to create solutions for them, the acceptance process
gradually bears fruit. With increasing knowledge and experience, mothers gain a "solution-oriented" perspective and
learn the value of progressing patiently with small steps.

In my own experience, acceptance is no longer just a concept; it becomes a belief: "No matter what life throws at us,
we will walk this path together." Small developments give rise to unexpected joys; every step the child takes, every new
skill learned, every smile shared creates an indescribable joy in the mother. Sometimes the child falls on this path,
sometimes stops; the mother always stands behind them, supports them, gently pushes them, and accompanies them
to get up again even if they fall.

This process is not limited only to the child's development; It also transforms the mother's perspective on life and her
joy of living. She begins to appreciate the beauty of sharing moments and the value of small moments, and to enjoy life
together. Seeing the child as a part of society creates a deep peace and happiness in the mother's inner world. Now,
every success, every step belongs not only to the child but also to the beauty of the life they have built together.

The greatest gain of the acceptance phase is that the mother can stand firm against societal prejudices and take on an
advocacy role. Research shows that as mothers take on advocacy roles, they both protect their children's rights more
effectively and experience increased life satisfaction. This has been observed (Gray, 2002). This strength not only
facilitates the child's journey but also increases the mother's inner resilience and life satisfaction. As they walk together,
learn and grow together, this journey transforms into a meaningful and joyful experience.

Related Research

The increasing prevalence of ASD has led to an increase in the number of scientific studies on this subject. In Turkey and
around the world, there are many studies that reveal the emotional states, psychological reactions, and problems
experienced by parents of children diagnosed with ASD. A qualitative study that deeply investigates the life experiences
of parents with children with ASD was conducted by Yassibas and Colak (2019). Five mothers and five fathers with
children with ASD in Turkey participated in the study. The study concluded that parents experienced a stressful process
and negative experiences before and during the diagnosis, and that they faced negative reactions such as
discrimination, rejection, and labeling from their environment during their children's education process. A review study
was conducted to determine the quantity, scope, and methodological characteristics of the literature examining
parental perspectives on autism spectrum disorder (ASD) diagnosis, and to highlight gaps in the existing literature by
synthesizing key research findings. The systematic review, covering the period from January 1994 to February 2020,
included 122 articles. It was concluded that the vast majority of studies were conducted in high-income countries in
Europe and North America, and that more than half of the studies used qualitative methodology. Furthermore, the four
core components of the diagnostic experience were identified as the pathway to assessment, the assessment process,
the presentation of the diagnosis and feedback session, and the provision of information, resources, and support
(Makino et al., 2021).
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Another systematic review examined fourteen studies conducted between 2017 and 2022 with 592 participants that
investigated how parents accept or find solutions to an AUTIS diagnosis. This study, which aims to identify factors that
support or hinder parents' acceptance processes regarding their children's autism diagnosis, concluded that the child's
characteristics, religion, belief, culture, knowledge and uncertainty, negative emotions, positive emotions, support
factors, and adaptation and understanding are effective (Naicker et al., 2023).

In their research, Babahanoglu and Kaya (2023) examined the life satisfaction levels of parents with disabled children.
The research concluded that social support is necessary for parents' life satisfaction. Ektas (2017), in her research with
200 mothers with children diagnosed with autism, examined the relationship between psychological resilience, self-
compassion, and psychological well-being. The research findings show that as the mother's age, education level,
financial situation, and duration of special education increase, the variables of psychological resilience, psychological
well-being, and self-compassion also increase.

CONCLUSION

An autism diagnosis is the opening of the most challenging chapter in the book of life for mothers. This diagnosis is not
just a diagnosis; It is the silent closing of a life previously envisioned, the rewriting of plans, and the radical questioning
of maternal identity. The initial shock, uncertainty, and intense emotions are not a weakness; they are natural reactions
to lost dreams and facing an unexpected reality. However, over time, this painful journey transforms into a field of
transformation. The mother rediscovers her own limits, patience, and love; she realizes the value of small successes
and shared moments. Every smile, every new achievement, is a victory not only for the child but also for the life built
together. This process deepens compassion, patience, and understanding in the mother; pain now transforms into
feeling and living with the other's emotions. In this context, the study reveals that the diagnostic process creates a
multi-layered field of transformation not only for the child but also for the mother and the experience of motherhood.
In my own journey, | realized that this process did not progress in a single linear fashion. In the beginning, there were
moments when | blamed myself, questioned my shortcomings, and faced anxiety and uncertainty at every step.
However, over time, the training | received and the connections | made with mothers who had similar experiences
enabled me to share this burden and make the process more manageable (Hutton & Caron, 2005; Wayment &
Brookshire, 2018). This experience showed me that acceptance is not just a mental affirmation, but an emotional
adjustment and relational restructuring. Acceptance and empowerment are not limited to the child's development. The
mother understands the value of every moment shared, discovering the beauty of enjoying life and sharing moments
by touching another person. It becomes clear that small steps, paths taken hand in hand, and challenges faced together
make life more meaningful and valuable. The courage to rise again after every fall, the determination to wait patiently
at every stop—these are the qualities that make a mother so empowered. It increases the child's inner strength and
resilience.

DISCUSSION

Research shows the importance of families with disabled children supporting their children's development (Seving¢ and
Babahanoglu, 2016: 112). This is only possible with a realistic acceptance of the situation. Providing support to both the
child and the family after an autism diagnosis makes it easier to accept and cope with the situation (Selimoglu et al.,
2013). This auto-ethnographic review reveals that the experiences of mothers of children diagnosed with autism,
starting with the diagnostic process, are not limited to individual experiences; they are shaped around shared
emotions, thoughts, and adaptation styles (Kutlu, Biiber & Eylipoglu, 2025).

In this context, the study reveals that the diagnostic process creates a multi-layered transformative space not only for
the child but also for the mother and the experience of motherhood; emotions such as anxiety, uncertainty, and guilt
are transformed over time into an experience strengthened by meaning-making, adaptation, and advocacy. An
integrated assessment of literature and individual experiences ensures that mothers' experiences become
understandable and transferable in both academic and practical fields. Ultimately, being the mother of an autistic child
means navigating through pain, and achieving a revolution of acceptance and awareness with patience and love. On
this journey, the mother is not just a parent; she is a guide who rekindles hope, joy of life, and the strength to fight. Her
experience is a call to society and the academic community: standing by her, sharing her burden, and accompanying her
in this struggle for transformation is the beginning of creating true awareness.

SUGGESTIONS

In light of the findings obtained from this study, several recommendations can be proposed to alleviate the emotional
burden experienced by mothers of children with autism. First and foremost, it is of great importance to provide
psychological support and empowerment for mothers, who are often the primary caregivers of their children. In this
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context, following an autism diagnosis, professional psychological support should be provided to the family—and
particularly to the mother—by specialists in the field of social services. Such support may help mothers accept and cope
with the process more effectively on an emotional level while also enabling them to take more informed and
appropriate steps to support their children’s development.

In addition, it would be beneficial to organize educational programs aimed at informing mothers about how they can
contribute to their children’s development. These programs should include examples of activities that can be
implemented at home to support children’s cognitive, physical, and psychosocial development, as well as strategies for
coping with behavioral challenges commonly observed in children with autism. Furthermore, in order to support
mothers psychosocially, encouraging their participation in social life through associations and non-governmental
organizations where they can connect with individuals facing similar challenges may be beneficial.

Efforts aimed at increasing public awareness of autism may also contribute positively to this process. Future scientific
research may focus on examining the emotional effects of interventions and support programs designed specifically for
mothers. In addition, studies investigating fathers’ experiences throughout this process may also make valuable
contributions to the field. It is believed that such scientific and practical interventions may be particularly beneficial for
mothers who are disadvantaged in terms of education and socioeconomic status.
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