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Otizm ve Diyet Uygulamalari: Ebeveyn Deneyimlerinin Incelenmesi
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Ozet: Arastirmanin amac, bir siire (en az alti ay) diyet yapmis ve/veya halen diyet Makale Bilgileri
yapmaya devam eden otizmli ¢ocuklarin ebeveynlerinin diyet yapma siireci ve

e r e . . . . . Arast kalesi
sonug¢larina iliskin goriis ve deneyimlerini belirlemektir. Aragtirma nitel arastirma fastirma makalest

yontemlerinden fenomenoloji deseni ile yiiriitiilmiistiir. Calismaya dokuz ebeveyn Gonderim Tarihi
katilmigtir. Veriler, fenomenoloji desenine uygun olarak katilimcilarin bir fenomene
e . . . 10/07/2024
iliskin deneyimlerini anlamlandirmak amaciwyla yari yapilandiridmis goriismeler
yoluyla toplanmistir. Ebeveynler diyet uygulamalarini otizmli ¢ocuklart igin faydali Kabul Tarihi
bulmus, diyet uygulamalar: ile uyku bozukluklarinda ve davramis problemlerinde

. . . N ; . 28/07/2025
azalma gozlemlemis ve diyet uygulamalarint saghkli bir beslenme diizeni olarak
algilamislardr.  Kullamilan  besinlerin  maliyeti, dgtinlerin  planlanmast  ve Anahtar Kelimeler

hazirlanmasi, tiim aile bireylerinin diyetini degistirmenin zorlugu ve sosyal ¢evrenin
tepkileri gibi zorluklarla karsilagmiglardwr. Ebeveynlerin otizmli ¢ocuklarla diyet gibi
alternatif uygulamalara yer verdikleri ancak egitimi tiim uygulamalarin iizerinde Diyet,
tuttuklary tespit edilmistir. Arastirma bulgulari otizmli ¢ocugu olan ebeveynlerin
bilimsel dayanagi olmadigini bilmelerine ragmen diyet uygulamalarina devam
ettiklerini gostermektedir. Buna dayali olarak bilimsel dayanikli uygulamalara iliskin deneyimleri,
ebeveynlerin bilgi gereksinimlerinin devam ettigi diisiiniilmektedir. Ayrica arastirma

Otizm,

Ebeveyn

sonuglart diyet uygulamalarin fizyolojik ve davranissal etkilerini incelemeyi Fenomenoloji,
amaglayan arastirmalara duyulan gereksinimi vurgulamaktadir. Aile.

1. Giris

Otizm, erken c¢ocukluk doneminde baslayan ve simurli tekrarlayici davranislar, duyusal
uyaranlara kars1 olagandisi tepkiler ve sosyal iletisimde sinirliliklarla karakterize, yasam boyu
stiren norogelisimsel bir bozukluktur (Amerikan Psikiyatri Birligi, 2013). Amerikan Hastalik
Onleme Ajansi'nin son verilerine gore otizmin yayginlik oram 1/36 olarak belirlenmistir
(Maenner vd., 2023). Otizmin goriilme siklig1 artmis olsa da nedeni heniiz tam olarak
belirlenememistir (O'Reilly ve Lester, 2017; Walsh vd., 2011). Bu durum, otizmli bireyler i¢in
birgok terapi, tedavi veya egitim yaklagiminin ortaya ¢ikmasina neden olmustur (Shenoy vd.,
2017). Bu uygulamalardan bazilarinin (6rn. uygulamali davranis analizine dayali yontemler)
etkililigine iliskin ¢ok sayida arastirma kaniti bulunmaktadir. Bu tlir uygulamalar bilimsel
dayanakli uygulamalar olarak adlandirilmaktadir (Mills ve Marchant, 2011). Ancak benzer
sekilde, otizmli bireylerde etkili oldugu iddia edilen bazi uygulamalara iligkin yeterli ve nitelikli
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aragtirma bulgular1 bulunmamaktadir. Bu uygulamalarin etkililigine iliskin yeterli kanit
bulunmamakla birlikte zarar verebilecegini gosteren ¢alismalar da mevcuttur. Ote yandan bu
tiir uygulamalar, etkili oldugu bilinen uygulamalar i¢in ailenin zaman ve maddi kaynak israfina
neden olabilmektedir (Lavelle vd., 2014). Tiim bunlara ragmen, bu tiir uygulamalara internet
tizerinden yapilacak bir aramada siklikla rastlanabilmektedir (Bonis, 2016; O'Reilly ve Lester,
2017).

Otizmli bir bireye sahip ebeveynlerin, normal gelisim gosteren bireylere ve hatta farkl
gelisimsel engellere (6rn. Down sendromu) sahip bireylere sahip ebeveynlere kiyasla daha
yiiksek diizeyde ebeveynlik kaygisi ve psikolojik stres yasadiklar1 gdzlemlenmektedir (Wilson
vd., 2021; Winburn vd., 2014). Bu durum ebeveynlerin karar verme siireclerini
etkileyebilmektedir (Wilson vd., 2021). Otizmli bireyler i¢in sonug¢ veren uygulamalarin (6rn.
erken yogun davranmigsal egitim) uzun zaman almasi ve kesin bir iddiada bulunamamasi,
ebeveynleri bu durumu hizli bir sekilde ¢ozmek icin alternatif yollar aramaya yoneltmektedir
(Owen-Smith vd., 2015). Otizmli bireylerin ebeveynleri tarafindan siklikla bagvurulan
alternatif tedavilerden biri de diyet uygulamalaridir (Adams vd., 2021; Winburn vd., 2014).
Diyet uygulamalari, otizmli bireylerde sik goriilen yeme bozukluklar1 ve sindirim sorunlarina
yonelik tibbi miidahalelerin bir sonucu olarak ortaya ¢ikmistir (Adams vd., 2021; Baspinar ve
Yardimci, 2020; Breaks vd., 2022; Florindez vd., 2021; Mari-Bauset vd., 2016; Millward vd.,
2004).

Aragtirmalar, otizmli bireylerde siklikla karsilagilan sindirim sorunlarinin, siklikla belirli
gidalara (6rn. siit veya ekmek) yonelik kisitlamalar igeren diyet regetelerinin kullanilmasina yol
actigin1 vurgulamaktadir (Breaks vd., 2022; Elder vd., 2006; Florindez vd., 2021; Keller vd.,
2021; Millward vd., 2004).

Otizmli bireylerde siklikla uygulanan diyetler arasinda gluten (bugday, arpa, ¢avdar ve yulaf
icermeyen) diyetleri (Baspinar ve Yardimci, 2020; Doenyas, 2018; Keller vd., 2021), kazein
(stit ve siit tirlinleri icermeyen) diyetleri (Keller vd., 2021; Mulloy vd., 2010; Whiteley vd.,
2012) ve ketojenik diyetler (Varesio vd., 2021) yer almaktadir. Bununla birlikte, sindirim
sorunlarinin anksiyete bozukluklarini artirdig1 ve duyusal uyaranlarla ilgili sorunlarin sikliginda
artisa neden oldugu one siiriilmektedir (Adams vd., 2021; Breaks vd., 2022; Mari-Bauset vd.,
2016; Millward vd., 2004). Ote yandan otizmli bireylerin sindirim sorunlar ile otizme maruz
kalma dereceleri arasinda giiclii bir iliski oldugunu belirten ¢alismalar da mevcuttur (Adams
vd., 2021). Dolayistyla otizmli bireylerin diyet uygulamalarinin kullanilmasi, benzer
davranigsal 6zelliklere sahip ¢6lyak hastalarinda diyet regeteleri araciliiyla 6zellikle anksiyete,
yikict davranis ve hiperaktivite belirtilerinin azalmasi nedeniyle ortaya ¢ikmistir (Baspinar ve
Yardimci, 2020; Breaks vd., 2022; Demir ve Ozcan, 2022; Doenyas, 2018; Florindez vd., 2021;
Garcia vd., 2021; Keller vd., 2021; Millward vd., 2004). Ote yandan, meta-analiz ¢alismalarinin
etkileri sinirli olsa da Gluten-Kazein diyeti uygulamalarimin otizmli bireylerde fizyolojik
faydalarinin (kandaki iire oranini diislirmesi, patojen bakterilerin gelisimini engellemesi ve
gastrointestinal belirtegleri azaltmasi) yani sira problem davraniglarda da azalma oldugu
vurgulanmaktadir (Elder, 2008; Elder vd., 2006; Keller vd., 2021).

Otizmli bireylerde siirdiiriilen diyet uygulamalarmin klinik etkileri ve giivenirligi hala
tartismalidir. Buna karsin bu uygulamalarinin otizmli bireylerin ebeveynleri arasinda yaygin
oldugu diisiiniilmektedir. Anwar ve digerleri (2018), ebeveynlerin bilimsel kanitlar
etkinliklerini gii¢lii bir sekilde desteklemese bile, diyet tedavilerini ¢evreleyen daha genis
sOylemden etkilenebilecegini gdstermektedir. Ayrica, Hopf ve arkadaglar1 tarafindan yapilan
bir anket, ebeveynlerin %80.9'unun, genellikle diyet degisikliklerini de iceren bir tiir
tamamlayici ve alternatif tip uygulamasini denedigini ortaya koymustur (Hopf vd., 2016). Bu
yuksek oran, otizmli bireylerin ebeveynleri arasinda diyet miidahalelerinin yayginliginin altini
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cizmekte ve bunlarin etkinligini destekleyen saglam kanitlarin eksikligine ragmen cesitli
secenekleri kesfetme istegini gostermektedir. Ayni calisma, ebeveynlerin bu diyet tedavilerini
genellikle otizmi yonetmek i¢in davranigsal terapileri ve diger miidahaleleri de igerebilecek
biitliinsel bir yaklasimin parcasi olarak algiladiklarin1 vurgulamistir. Winburn ve digerleri
(2014) yaptiklar bir ¢alismada, otizmli okul dncesi ¢ocuklarin beste birine bir ¢esit kisitlama
diyeti verildigini belirtmistir. Calismanin bulgular1 ebeveynlerin diyet uygulamalarindan
olumlu kazanimlar elde ettigini vurgulamaktadir.

Bu c¢alismalara karsin alanyazin incelendiginde diyet uygulamasini siirdiiren otizmli bireylerin
ebeveynlerinin goriislerinin incelendigi ¢aligmalarin hala sinirli sayida oldugu goriilmektedir
(Breaks vd., 2022; Doenyas, 2018; Eaton, 2019; Florindez vd., 2021; Gogou ve Kolios, 2017;
Ly vd., 2017; Winburn vd., 2014; Yeung vd., 2021). Bununla birlikte ulusal diizeyde bdyle bir
arastirmaya rastlanmamistir. Bu nedenle, bu uygulamalarin otizmli bireylerin ebeveynleri
arasinda yayginlagmasi, bir ¢are olarak benimsenmesi ve otizmli bireyler tizerindeki etkileri
hakkinda geri bildirim almanin 6nemli bir konu haline geldigi diisliniilmektedir. Diger bir
taraftan bilimsel dayanakli uygulamalarin Onemini ve etkililigini sikca vurgulayan
arastirmalarin ~ bulunmasina karsin, ebeveynlerin alternatif uygulamalara yo6nelme
gerekeelerinin belirlenmesinin 6nemli oldugu diisiiniilmektedir. Grahame ve digerleri (2021),
bir¢ok erken miidahale programi sosyal iletisime odaklanirken, ebeveynlerin genellikle kanita
dayali literatiirde bazen goz ardi edilen zorlayict davranislar ele almaya oncelik verdigini
belirtmektedir. Bu tutarsizlik, bilimsel dayanakli uygulamalarin gelistirilmesinde ebeveyn
onceliklerinin daha kapsamli bir sekilde anlasilmasi ihtiyacini vurgulamaktadir. Ebeveyn
onceliklerinin anlagilmasinin, ebeveynlerin bilimsel dayanaktan yoksun olan uygulamalara
yonelme gerekcelerini de tanimlayabilecegini diislindiirmektedir. Ayrica alanyazinda,
ebeveynlerin diyet tedavilerinin etkinligine dair kuskularmmi ortaya koyan arastirmalar da
bulunmaktadir. Dosman ve digerleri (2013), otizm semptomlarinin yonetiminde Glutein-kazein
diyetleri gibi miidahalelerin giivenle Onerilebilmesi i¢in daha fazla aragtirmaya ihtiyag
duyuldugunu vurgulamaktadir. Ayrica, Sharp ve digerlerinin (2013) yaptig1 arastirmanin
bulgulari, diyet miidahalelerinin otizmli ¢ocuklarda beslenme zorluklarin1 yonetmeye ve gida
alimini 1yilestirmeye yardimci olabilecegini, ancak bu diyetlerin temel otizm semptomlarini ele
almada genel etkinliginin belirsiz oldugunu gostermektedir.

Ayrica, kiiltiirel faktorlerin de ebeveynlerin diyet tedavilerine iliskin tutumlarini 6nemli 6l¢tide
etkiledigi distlintilmektedir. Shyu ve digerleri (2010), farkli kiiltiirel ozelliklere sahip
ebeveynlerin, otizm ve nedenleri konusundaki inanglarina dayali olarak diyet gibi alternatif
tedavilere Oncelik verebilecegini belirtmektedir. Bu kiiltiirel bakis agisi, ebeveynlerin diyet
degisikliklerinin potansiyel faydalarin1 nasil algiladigini sekillendirebilmekte ve bazi
ebeveynlerin bu tedavileri kapsamli bir tedavi planinin temel bileseni olarak gérmesine neden
olabilmektedir.

Buna ek olarak, otizmli bir ¢ocuga ebeveynlik yapmanin duygusal ve psikolojik yonleri, diyet
tedavilerine iligkin kararlar1 etkileyebilmektedir. Ebeveynlerin yasadig: yiiksek stres ve kaygi
diizeyleri, onlar1 ¢ocuklarinin semptomlarini hafifletme umuduyla diyet degisiklikleri gibi
cesitli miidahaleleri denemeye yoneltebilmektedir (Hopf vd., 2016). Cocugun durumu iizerinde
kontrol sahibi olma istegi, ebeveynlerin ¢eliskili kanitlara ragmen farkli diyetleri denemeye
olan egilimini artirabilmektedir.

Ebeveynlerin otizm i¢in diyet tedavilerine yonelik algilarinin, kisisel deneyimlerin, kiiltiirel
inanglarin ve bu miidahalelerin algilanan etkinliginin birlesimiyle sekillenen karmasik bir
yapiya sahip olabilecegi diisiiniilmektedir. Ebeveynler diyet segeneklerini kesfetmeye agik
olmakla birlikte, bu tedavilerin ger¢ek faydalarina iligkin dnemli bir siiphecilik ve temkinli
yaklasim devam etmektedir. Bu baglamda, otizmli bireylerle calisan profesyonellerin,
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ebeveynlere dogru bilgi saglamasi ve bilimsel dayanakli uygulamalari elestirel bir yaklagimla
yorumlamalarina rehberlik etmesinin 6nemli oldugu diisiiniilmektedir.

Bu ¢alismanin amaci, bir siiredir (en az alt1 ay) diyet yapan ve/veya yapmaya devam eden
Otizmli bireylerin ebeveynlerinin diyet yapma siireci ve sonuglarma iliskin goriis ve
deneyimlerini belirlemektir. Bu amagla asagidaki sorulara yanit aranmistir. Otizm olan
¢ocuklar arasinda;

1. Ebeveynler  cocuklarina  uyguladiklar1  diyetle  ilgili ~ deneyimlerini  nasil
anlamlandirmaktadirlar?

2. Ebeveynler ¢ocuklarina uyguladiklart diyete nasil karar vermektedirler?
3. Ebeveynlerin ¢ocuklarina uyguladiklar1 diyet stireci nasildir?
4. Ebeveynlerin diyet siirecine iligkin goriis ve onerileri nelerdir?

2. Yontem

Olgular, insanlarin o olguyu farkli baglamlarda deneyimledik¢e algiladiklariyla anlam ve
cesitlilik kazanir. Dolayisiyla bir olguya yliklenen anlam, kisilerin deneyimleri ile sekillenir
(Creswell vd., 2007; Moustakas, 1994). Bu calismada Otizmli bireylerin ebeveynlerinin diyet
uygulamalarina iliskin deneyimleri iizerinden diyet siirecini nasil algiladiklar1 incelenmistir.
Arastirma nitel aragtirma yontemlerinden fenomenoloji deseni ile yiirlitiilmiistiir. Aragtirmanin
olgusu otizm tanisi almis ¢ocuga sahip ebeveynlerin diyet deneyimleridir. Bu arastirma,
Anadolu Universitesi Bilimsel Arastirma ve Yaym Etigi Sosyal ve Beseri Bilimler
Komitesi’nin etik kurul onay1 alinarak gergeklestirilmistir.

2.1. Katihhmcilar

Arastirmanin  ortaya ¢ikist ve katilimcilarin  belirlenmesi, arastirmacilarla  yapilan
yapilandirilmamig goriismelerin ve birinci aragtirmacinin  Otizmli ebeveynlerle c¢aligsma
deneyiminin ortak iiriiniidiir. Ik arastirmaci, otizmli ¢ocugu olan bir ebeveyn araciligiyla,
ebeveynlerin ¢evrimici ortamda kullandiklar1 yazisma uygulama grubuna uzman olarak dahil
olmustur. Otizmli ¢ocuklarma ve glinliik yasamlarina iliskin gortislerini paylagimlar yaptiklar
bu grupta, zamanla ebeveynler aragtirmaci ile otizmli ¢cocuklariyla yasamlarina iliskin bilgiler
paylasmaya baslamiglardir. Ebeveynlerin yogun olarak diyet yapma egiliminde oldugunu
Ogrenen arastirmacinin bu durumu diger aragtirmacilarla paylasmasinin ardindan arastirmacilar
arastirma siirecini birlikte planlamiglardir.

Nitel arastirmalarda arastirma amaci ve sorularina bagl olarak amacli 6rnekleme yonteminin
kullanilabilecegi belirtilmektedir. Olgiit drnekleme ve kartopu Ornekleme teknikleri amaglh
ornekleme yontemi kapsamindaki bazi tekniklerdir. Creswell (2007) ele alinacak fenomeni
deneyimleyen katilimcilarn belirlemede 6l¢iit 6rnekleme tekniginin kullanilabilecegini ifade
etmektedir. Bir fenomene iligkin grubun ortak deneyimlerine erigsebilmek i¢in ise bu deneyime
sahip bir kisiye ulastiktan sonra diger katilimcilara ulasma olanagini saglayan kartopu
ornekleme teknigi de fenomenolojik arastirmalarda kullanilabilen amacghi 6rnekleme
tekniklerinden biridir (Creswell, 2007; Patton, 2002). Bu arastirmada; a) ¢ocugunun otizm
tanis1 almis olmast ve b) diyet uygulamalarini deneyimlemis/deneyimliyor olmas1 katilime1
ebeveynlerin belirlenmesindeki dogal oOlgiitlerdir. Buna ek olarak, ikinci 6lgiitii karsilayan
ebeveynlere ulagsma bi¢imi bakimindan kartopu 6rnekleme tekniginden yararlanilmistir.

Fenomenoloji deseniyle kurgulanan arastirmalarda genellikle az sayida katilimcinin yer aldigi
homojen gruplar olusturulmasi 6nerilmektedir (Smith vd., 2009). Ancak ¢aligilan fenomene ve
gonilli katilima gore de katilimer sayisinin degisebilecegi belirtilmektedir. Dukes (1984) bir
deneyimin gerekli yapilarmi ortaya g¢ikarma amacina ulagilabilen belirli bir orneklem
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biiylikliigiinden s6z etmektedir ve bu durumu “Deneyim 6rneklerini ii¢, bes ve hatta belki de
on katilimci ile sinirlamak akillica olacaktir” ifadesiyle belirtmektedir (Dukes, 1984). Creswell
(2007), arastirmacinin bu say1 ile ilgili 6nerisini {i¢ ila 10 kisi olarak ifade ederken, bagka bir
kaynaktan aktardigina gore ise bu say1 5-25 arasindadir (Polkinghorne, 1989; akt. Creswell,
2007). Ersoy (2016) da fenomenoloji arastirmalarindaki katilimci sayisina iligkin genel kaninin
az olmasi yoniinde oldugunu ifade etmektedir. Ancak ilgili fenomenin ortaya ¢ikarilmasi i¢in
gerekli katilimer sayisinin biiyiik arastirma projelerinde genis ekiplerle yiriitiildiigii durumlarda
daha fazla olabilecegini de eklemektedir (Ersoy, 2016). Bu bilgilerden hareketle, arastirilan
fenomeni ilgili baglamda anlayabilmek i¢in yeterli sayida deneyim 6rneginin elde edildigi (veri
doygunluguna ulasildigl), ulasilabilen goniillii katilimci sayis1 arastirma igin yeterli
gorlilmiistiir. Boylece arastirma icin c¢evrimic¢i yazisma grubunda yer alan ve otizmli
cocuklartyla diyet yapma konusundaki deneyimlerini paylasmaya goniillii olan dokuz katilimci
ebeveyn belirlenmistir. Katilimcr bilgileri Tablo 1'de verilmistir.

Tablo 1. Katilimci Bilgileri

Katilime1r  Cocuga  Yas  Egitim Meslek Cocugun  Tam Diyet Diyet durumu
Yakinlig Durumu yast yast siiresi
K1 Anne 48 Lise Ev hanimi 8 3 yas 2yl Devam ediyor
K2 Anne 30 Lisans Ev hanimi 5 1.5 yas 1.5y1l  Devam etmiyor
K3 Anne 32 Lisans Ev hanimi 6.5 2.5 yas 3yil Devam ediyor
K4 Anne 34 Yiiksek Ev hanimi 6 2 yas 4yl Devam ediyor
Lisans
K5 Anne 36 Lisans Ogretmen 2.5 2 yas 7 ay Devam ediyor
K6 Anne 43 Lise Ev hanimi 10 4 yas 6 yil Devam ediyor
K7 Anne 45 Lisans Ev hanimi 9 2 yas 3yil Devam etmiyor
K8 Anne 47 Lisans Ev hanimi 8 2.5 6 ay Devam etmiyor
K9 Anne 26 Lisans Ogretmen 6 2 3 ay Devam etmiyor

2.2. Arastirmacilarin Rolleri

Arastirma ekibi, 6zel egitim boliimii lisansiistii egitimlerini tamamlamis 6gretim tiyeleri ve
doktora egitimine devam eden bir uzmandan olugmaktadir. Arastirmacilarin her birinin 6zel
gereksinimli ¢ocuklar ve ebeveynleriyle 10 sene ve iizerinde uygulama deneyimleri
bulunmaktadir. Aragtirmacilardan {i¢ii otizmli ¢ocuklar ve ebeveynleriyle caligsma siirecinde,
ebeveynlerin diyet deneyimleri hakkinda dogal yasantilar i¢cinde bilgi sahibi olmuslardir. Bu
etkilesimler, ilgili fenomeni ebeveynlerin bakis agilariyla ortaya koymak adina aragtirmanin
planlanmasina katki saglamistir. Bu arastirmanin planlanmasia yonelik gelismeler ise ilk
aragtirmacinin egitime devam eden bir ebeveynle goriigmesi sonrasinda diyet deneyimleri olan
diger ebeveynlere ulagmasiyla gerceklesmistir. Arastirmacilarin  her biri lisansiistii
egitimlerinde nitel arastirma yontemlerine iligkin yeterlik saglamislardir. Buna ek olarak nitel
arastirma yontemi ile gergeklestirilen aragtirmalar ylriitmiislerdir.

2.3. Veri Toplama ve Analiz

Calismanin verileri, fenomenoloji desenine uygun olarak katilimcilarin bir olguya iliskin
deneyimlerini anlamlandirmak amaciyla yar1 yapilandirilmig gériismeler yoluyla toplanmistir
(Manen, 2001; Moustakas, 1994). Yar1 yapilandirilmig goriisme sorular1 arastirmacilar
tarafindan ortaklasa hazirlandiktan sonra ii¢ alan uzmanindan gelen geri bildirimler
dogrultusunda son halini almistir. Etik kurul izni (25032022/271262) alindiktan sonra veriler
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31.03.2022-18.05.2022 tarihleri arasinda toplanmistir. Veri toplama siirecinin basinda bir
ebeveynle 31.03.2022 tarihinde pilot goriisme gergeklestirilmistir. Pilot gériismeden elde edilen
veriler veri setine dahil edilmistir. Yar1 yapilandirilmis goriismede diyete iliskin deneyimlere
yonelik “Tani siirecinden sonra neler yasadiniz?”, “Diyet uygulamasi ile ilgili bilgileri nasil
edindiniz?”, “Neden diyet uygulamasina yoneldiniz?”, “Otizmli ¢ocugunuzla bir diyet
programi siirdiirmeyi anlatabilir misiniz?”, “Diyet uygulamasindan 6nce diyet sizin i¢in ne
ifade ediyordu?”, “Simdi diyeti nasil tanimliyorsunuz? Neden?” gibi sorular yoneltilmistir.
Katilimcilarla yiiz ylize yapilan gorlismeler ses kayit cihazi ile kaydedilmistir. Yari
yapilandirilmig goriismelere iligkin bilgiler Tablo 2'de gosterilmistir. Ses kayd1 olarak tutulan
verilerin yazili dokiimleri yapilmis ve Word ortamina aktarilmistir.

Verilerin analizinde (Moustakas, 1994) tarafindan Onerilen fenomenolojik veri analizi
yaklagimi kullanilmistir. Arastirma verileri i¢in ilk asamada katilimeilarin 6nemli ifadeleri iki
arastirmaci tarafindan bagimsiz olarak belirlenmis, tekrar eden ve ilgisiz ifadeler ¢ikarilmistir.
Ardindan ortak ifadeler gruplandirilarak bir araya getirilmistir. Ugiincii adimda, ortak ifadeler
temalar olusturacak sekilde diizenlenmistir. Dordiincti adimda katilimcilarin -~ diyet
deneyimlerinin neler oldugunu ve diyet siirecini nasil yasadiklarini ortaya koyacak
betimlemeler olusturulmustur. Son adimda ise katilimcilarin deneyimlerinden ortak bir anlam
yarattiklar1 olguyu betimleyen temalar ve bulgular son halini almistir (Moustakas, 1994).
Verilere iligkin kodlama giivenirligi, Miles ve Huberman’in (1994) Giivenirlik=Goriis
birligi/Goriis birligi+ Gortis ayriligi yontemi kullanilarak hesaplanmistir. Kodlama giivenirligi
%092 olarak belirlendikten sonra tiim temalarda kodlayicilar arasi uzlasi saglanmistir. Yari
yapilandirilmig goriismelere iligkin bilgiler Tablo 2'de gdsterilmektedir.

Tablo 2. Arastirma Verilerine Ait Bilgiler

Katilimci Goriisme Yeri Stire Tarih
K1 Ev 43’ 31.03.2022
K2 Ev 49’ 03.04.2022
K3 Okul 49’ 15.04.2022
K4 Ev 42’ 19.04.2022
K5 Okul 43’ 22.04.2022
K6 Okul 54 26.04.2022
K7 Okul 40’ 08.05.2022
K8 Okul 46’ 13.05.2022
K9 Okul 45’ 18.05.2022

2.4. inandiricihk

Giivenilirligi saglamak i¢in veriler tim aragtirmacilarla es zamanl olarak paylasilmistir.
Arastirma verilerinin transkriptleri kontrol edildikten sonra arastirmacilar birbirlerinden
bagimsiz olarak ilk analizlerini gerceklestirmislerdir. Veri analizi basliginda agiklanan analiz
stirecinin her asamasinda arastirmacilar yliz ylize ve video konferans yoluyla goriismeler
gerceklestirmistir. Detayli betimlemeler, temalar {izerinde uzlagmaya varilmasi ve katilimci
onay1 alinmasi aragtirmanin giivenilirligini saglamaya yonelik diger adimlardir (Creswell ve
Poth, 2016). Arastirma bulgularinin raporlanmasinda bulgulara iliskin detayli dogrudan
alintilarla yazim giiclendirilmistir. Analiz siireci adimlarinda temalar {izerinde uzlasiya
varilmistir. Arastirma bulgular1 analiz edilerek temalar olusturulduktan sonra, elde edilen
sonuglar katilimcilarla yapilandirilmamis goriismeler yoluyla paylasilarak onaylart alinmigtir.
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2.5. Adil Paylasim

Aragtirmalarda elde edilen kazanca karsiliklilik ilkesiyle, katilimcilarin da faydalanabilecegi
bir baglam olusturmanin Oneminden s6z edilmektedir. Bu fayda arastirma konusuna,
arastirmacinin roliine ve katilimcilarin gereksinimlerine gore diizenlenebilmektedir (Glesne,
2014). Arastirmaya katilan ebeveynlerin ¢ogu diyet deneyimlerini paylasirken, egitimin
Oonemini ve onceligini belirtmektedirler. Halihazirda diyet uygulamalarina devam eden bazi
ebeveynler ise, diyet uygulamalarinin yasamlarina katkisin1 daha fazla vurgulamaktadirlar.
Otizmli ¢cocuklarinin egitim siireci devam ettiginden arastirmanin katilimcilari ile etkilesimler
dogal olarak arastirmadan sonra da siirdiiriilmektedir. Bu agidan verilen desteklerde “diyet
uygulamalarimin bilimsel dayanakli bir uygulama olmadigi”, “egitim ve ebeveyn katiliminin
otizmli ¢ocugun gelisiminde basat unsurlar oldugu” ebeveynlere siire¢ boyunca ifade
edilmektedir. Bu bilgi paylasimi ilgili arastirma odaginda planlanmamis olan ancak dogasi
geregi egitim yasami boyunca siirecek etik bir gerekliliktir.

3. Bulgular

Calismanin bulgulari, otizmin ebeveynler i¢cin anlami, diyete karar vermek, otizmle birlikte
diyeti yeniden tanimlama ana temalar1 ve bu temalar altinda yer alan deneyimlerin ebeveynlerin
oOnerileri dogrultusunda biitlinlestirildigi alt temalar aracilifiyla sunulmaktadir. Her temanin
basinda ilgili temaya iliskin dikkat c¢ekici dogrudan alintilar vurgulanmaktadir. Bulgularin
aktariminda “ebeveyn” kavrami kullanilmaktadir ancak diyet uygulamalarindaki deneyimlerde
bir sistem olarak ailenin biitiiniiniin ele alindigi durumlarda kavram “aile” olarak ifade
edilmektedir. Sekil 1 lizerinde ¢aligmadan elde edilen bulgulara iliskin ana temalar ve alt
temalar gosterilmektedir.

Sekil 1. Bulgulara Iliskin Tema ve Alt Temalar

Diyet Deneyimleri

|
| | ] |

S . Diyeti otizmle yeniden Ebevynlerin diyetle ilgili
Otizmin anlami Diyete karar verme tanimlama onerileri
— Diyete yonelme || Diyetin aileye ve — Ailelere oneriler

gocuga katkisi

[yilesme arayis1 ve Diyetin zorlu Uzmanlar ve yasa
otizmden kurtulma yanlan yapicilara oneriler

3.1. Otizmin Anlami

“Cocugumun beyninde yasadigi bir diinya var ve ben o diinyaya erigsmeye calistikca sanki okyanusun
ortasindayim.” (K9)

Ebeveynler i¢in otizmin anlaminin; ¢ocuklariyla yasadiklar1 olumlu ve olumsuz deneyimlere
iliskin benzetmelerle sekillendigi goriilmiistiir. Otizmin anlamini olumsuz olarak algilayan
ebeveynlerin bazi ifadeleri su sekildedir: “Cocugun zihninde siirdiirdiigii ve ailenin erisemedigi
bir diinya gibidir” (K9). Bir baska katilimciya gore “sabirla miicadele edilmesi gereken ve
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otizmle birlikte yasamayr 6grenmeyi gerektiren zorlu bir siire¢ ’tir (K1). Katilimcilardan biri
bu miicadeleyi “Bir kuyunun dibinden eviladimizi ¢ikarmaya c¢alisiyorsunuz.” ifadeleriyle
vurgulamaktadir (K7). Yine de egitim ve diger uygulamalarla birlikte cocugun gelisim
gostermesiyle, ebeveynler bu zorlu siirecte yol kat ettiklerini ifade etmektedirler. Bir ebeveyn
bu durum ile ilgili diisiincelerini su sekilde paylasmaktadir: “/lk duydugumda o kadar sey
olmustum ki ama simdi alistim. Diyetle, egitimle bayagi bir yol katettik” (K7).

Otizmle yasamay1 6grenseler de iletisim becerilerinde ve sosyal becerilerde yasanan giicliikler,
sosyal yasama katilamama ve toplumun ebeveynlere hissettirdigi duygular ebeveynlerin
yasamlarini olumsuz olarak etkilemektedir. Ebeveynlerin bu durumla ilgili belirttikleri ifadeler
su sekildedir:

“Iletisim kuramadigimiz igin sosyal hayata katilamama anlamina geliyor. Boyle olunca da zaten yasamin
tiimii etkilenmis oluyor. Biitiin hayati ¢ok olumsuz etkileyen bir sey bizim igin” (K5)

“Yolun ortasinda aglama krizleri, anlayigsiz insanlarin tepkileri. Otobiisiin i¢inde aglama krizi
gecirdiginde insanlarin bagwris ¢agrismalari, sustur su ¢ocugu. Seni hichir sekilde anlamamalari.
Cocuga siddet uyguluyorsun zannetmeleri” (K7)

Otizmin olumlu ve olumsuz yoénlerini birlikte ele alan ebeveynler de bulunmaktadir.
Ebeveynler otizmin hem olumlu hem olumsuz anlama sahip olmasini; bireysel farkliliklar,
durumu yonetebilme becerisi veya ailenin kaderi seklinde ifade etmektedirler. Cocugun
bireysel farkliliklarinin var oldugunu kabul etmekle birlikte, kolaylastirici yonlerinin de
oldugunu belirtmektedirler. Bu kolaylastirict yonleri, ¢gocugun mizaci ve hayatlarina farkli bir
bakis agis1 getirmesiyle agiklamaktadirlar. Bu konuda bazi1 goriisler sdyledir:

“Otizm bence her ¢ocukta farkli seyreden biraz da ailenin yénetmesine bagl olarak karmasik bir durum
sabir isteyen bir durum, ¢ok istikrarli olmaniz gereken bir durum” (K3)

“..bir farklilik. Evet ama kolaylastirici yonleri de var. Mesela nasil anlatayim? Hayatimiza renk kattr.
Farkly bakis agilardan bakmamizi sagladi. Sadece herkesin ayni olamayacagini, farkliliklarin da kabul
edilebilirligini bize gosterdi” (K4)

“Bizim ne ¢ocuklarimizla ne de bizden kaynakli bir sey degil. Bu bizim kaderimiz” (K6)

Otizmi olumlu yasam deneyimlerinden yola ¢ikarak anlamlandiran ebeveynler, otizmi farkl bir
deneyim ve hayatlarina katkis1 olan bir siireg olarak gormektedirler. Ebeveynlerden biri otizmin
kendisi i¢in anlamini, “Cok zeki bir ¢ocuk, cok farkli boyle cok fazla duyarliliklar: var. Onunla
yasamaya alismak benim i¢in ¢ok biiylik bir deneyim” ifadeleriyle betimlemektedir (KS8).
Otizmi ¢ocugunun 6zellikleriyle betimleyen bir baska anne, “... o safligi, masumlugu diyeyim,
hi¢bir sekilde gri olmamasi, net olmalart ya siyahtir ya beyaz. Zararsiz olmalart hayatimiza
renk katti diyebilirim.” seklinde agiklamaktadir (K4).

Otizmi anlamlandirmada, hastalik ve engel ikileminde yasamini siirdiiren ebeveynler de
bulunmaktadir. Bu diisiinceler bazen otizmle karsilasmanin ilk giinlerinde var olurken, bazen
de cocugun gelisimini izlemeyle beraber ortaya ¢ikmaktadir. Bir ebeveyn goriisiinii “Yani hala
bu isin icerisindeyiz. Bitmis degil ama bitimine ¢ok yaklastigimizi hissediyorum” ifadeleriyle
belirtmektedir (K2). Baska bir ebeveyn ise otizmle ilgili deneyimlerini sdyle agiklamaktadir:
“Ilk basta insan oyle diisiiniivor, yani bu otizm boyle gegici bir sey. Egitim gorecek, tedavisi olacak,

bitecek gibi diisiiniiyor. Yasamay: ogrenince ¢ocuk da biraz daha rahat ediyor. Sanki veliler de biraz
daha rahat ediyor gibi ama kesinlikle net bir siire¢ yok” (K8)

Ebeveynler icin otizmin anlamina iliskin bulgular genel olarak ele alindiginda, otizmle
karsilastiklar1 ve otizmle yasamayr O&grendikleri siirecin birbirinden farkli oldugu
goriilmektedir. Otizmle yasamay1 6grenirken siirekli miicadele halinde olduklari, ¢ocuklarinin
farkliliklarin1 gézlemledikleri, otizmin anlamini ve bakis agilarini degistiren yasam deneyimleri
edindikleri anlagilmaktadir.
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3.2. Diyete Karar Verme
3.2.1. Diyete Yonelme

“Internette arastirma yaparken ozellikle Avrupai kaynaklar genelde bize séyle diyor. Otizmi kabul
edeceksiniz.” (K5)

Ebeveynler, otizm ile ilgili bilgi edinmeye calisirken diyetle ¢esitli baglamlarda karsilagmalari
ve cevrelerinde diyetten fayda gorenleri gozlemlemeleriyle diyete yoneldiklerini
belirtmektedirler. Ebeveynlerin ¢ogu otizm ile ilgili bilgi sahibi olmak i¢in internet ortamindan
ve kitaplardan yararlanmakta veya tip doktorlarinin yo6nlendirmeleri sonucunda diyet
uygulamasindan haberdar olmaktadirlar. Diyete internet ortamindan yaptigr arastirma
sonucunda ve kitaplarda ulasan ebeveynler deneyimlerini su sekilde aktarmaktadirlar:

“Internette arastirma yaparken GAPS diyetini duyduk once. Sonra da Tiirkiye'de ilk otizmi beslenme
klinigi agildi haberini gérdiim. ... ...... 1 (gittigi doktor) tamidim. Otizme Coziim Var kitabini aldim.” (K5)

“Internette bir aile, bir aile cocuklarini bu diyet diyetini uygulamis ve olumlu sonu¢ almis. Esim de onu
okuyunca oradan bir kitabt vardi. Onu aldik. Sonra kitabini okuduk ikimizde. Sonra biraz kendimiz
uygulamaya ¢aligtik ama yapamadik. Sonra da diyetisyeniyle basladik.” (K2)

Internet ortaminda arastirma yapan bazi ebeveynler, otizmle ilgili edindikleri bilgilerin yani sira
otizmli ¢cocugu olan ve diyet yapan diger ebeveynlerle tanigmalarinin diyete yonelmelerinde
etkili oldugunu vurgulamaktadirlar. Bir ebeveyn, internet ortaminda basladig1 arastirmasinin
diger ebeveynlerle etkilesime nasil dontistliglinii su sekilde paylagmaktadir:

"Cocuguma otizm tanisi konuldugunda zaten ilk bilgileri internetten arastiriyorsunuz ama bunlari
yasayan birinden 6grenmek daha rahatlatici oluyor. Ben béyle ailelere, daha dogrusu annelere ulastim.
Is yerinde WhatsApp gruplari var, Instagram'da faydal olmak icin kendi isimleriyle paylasim yapiyorlar.
Onlart takip ediyordum. WhatsApp grubunda 'boyle oldu' diyen bir annenin yorumu sonucunda arastirma
yapan baska insanlara da ulastim.” (K3)

"Ailelerle birebir gériiserek ilerledim. Ciinkii aileler bizim icin daha onemliydi. Ne yasadiklarin ne
gordiiklerini, nasil ilerlediklerini biliyorsunuz.” (K4)

Diyete yonelme siirecinde doktor ve diyetisyenlerle ¢alistiklarini bildiren ebeveynler ise,
uzmanlara bagvurmanin kendilerinde giiven duygusu yarattigini ve diyeti siirdiiriilebilir hale
getirdigini ifade etmektedirler. Ornegin bir ebeveyn “kitap okuyarak basladiklar: diyeti tek
baslarina siirdiiremediklerini ve bu nedenle diyetisyene bagvurduklarini” belirtmektedir (K2).
Bagka bir ebeveyn ise deneyimini, “Bagirsaklarinin ¢ok bozuk oldugu ortaya ¢ikti zaten.
Doktora gittigimiz i¢in onu soéyliiyorum. Ona da giivendim. Giiveniyorum.” ifadeleriyle
paylasmaktadir (K5).

3.2.2. Iyilesme Arayist ve Otizmden Kurtulma

“Bagirsaklar viicudun ikinci beynidir. Bagwsaklar iyilestiginde hastaliklar da iyilesir, yani bu bir
yardimct tedavi." (K2)

“Hastalik degil evet ama bu ¢ocugun sosyal hayata katilabilmesi icin otizmden kurtulma ifadesini
kullanmam lazim. Bu yiizden diyeti duyduk once" (K3)

Ebeveynlerden bazilar1 diyete yonelmelerindeki temel amacin, otizmin belirtilerini
“lyilestirmek” ve “otizmden kurtulmak” oldugu ifade etmektedir. Diyeti otizmin belirtilerini
tyilestiren bir uygulama olarak goren ebeveynler; ac1 hissetmedigi i¢in kendine zarar verme,
uyku sorunlar1 ve tekrarlayict davraniglarin  azalmasi icin diyete basladiklarini
belirtmektedirler. Ornegin bir ebeveyn aciya duyarsizliktan kaynakli cocugunun kendine zarar
verme sorunlartyla bas etmek i¢in diyete baglamasini su sozlerle ifade etmektedir:

“[oglunun adi] 'da sey vardi. Actya duyarsizitk. Ocaga elini bastyor ¢ocuk. Bagirma yok, aglama yok...
Bilemedigimden acaba ne etkiler, besinler mi etkiler? Beslenmesi mi etkiler derken okudugum
kitaplardan bunu buldum.” (K4)
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Ayn1 zamanda otizmle birlikte alerji sorunu yasayan ¢ocugu olan bir ebeveyn her iki durum
icin de diyetin faydali olacagini diisiinmektedir. Bir baska ebeveyn ise ¢ocugunun yasadigi
alerji sorununa ¢6ziim bulmak i¢in diyete yonelmesini su sozlerle ifade etmektedir;

“Benim oglum yiiksek alerjili yasayan bir ¢ocuk dogdugundan beri besinlere karsi tepkisi vardi.
Biiyiidiikce otizm spektruma girdikce bunun tekrarlayici davramislara etkisi oldugunu duyuyordum
etrafimdan. Hani neden denemeyeyim ki? Hani yillar sonra keske denemeseydim dememek icin. Zaten
alerjik bir ¢ocuk. Biyolojik olarak da psikolojik olarak da destek olabilecegini diisiinerek bu yola ¢iktim.
Diyete basladik.” (K3)

Bir ebeveyn baska bir ebeveynin olumlu yasantisini gézleyerek onu model aldigini su sozlerle
ifade etmektedir; “Onun da ¢ocugu otizmliydi. Oglumdan bir yas biiyiiktii. O ¢ocugumuzun
raporu diistii. Bir nevi model oldu yani o ¢ocuk bana a¢ik¢asi” (K9). Bir diger ebeveyn ise
“bagirsaklarin ikinci beyin olmasi goriisiinden ¢ok etkilendigini ve diyeti yardimct tedavi
olarak gérdiigiinii” aktarmaktadir (K2).

Katilimcilardan biri ¢ocuklarinin diyetle birlikte biyolojik ve psikolojik olarak desteklenecegini
diisiinerek yola ciktiklarini ve sosyal yasama katilimi igin “otizmden kurtulmada” diyet
uygulamasinin rolii olabilecegini vurgulamaktadirlar. Katilime1 bu diisiincesini su sozlerle ifade
etmektedir;

“Yani diyete bagsladik. Bir an énce bir seylere karar vermem gerekiyor. Ve bir seyleri deniyorsunuz. Ise

yaramayacagmi diigtintiyorsunuz ve farkly bir sey alternatif deniyorsunuz. Bu sekilde oluyor. Otizmden
kurtulmak deyimini ben kullanmak zorundayim. Yani otizmden tamam kabullenelim ama sosyal hayata
uyum saglasin. Otizmi devam edebilir. Sonucta gegecek diye bir sey yok. Bunu da biliyoruz.” (K5)

Buna ek olarak; diyete yonelme amaglarini aktaran ebeveynlerden biri diyetle birlikte “otizmi
atlatanlar gordiigiinii ve duydugunu” ifade etmektedir. Ebeveyn kendisini etkileyen bu
deneyimi soyle aktarmaktadir:

“Gergekten diyeti atlatanlar gordiim hocam goziimiin éniinde. Sadece diyetle atlatan ¢ocuklar egitime
bile haftada iki kere mi ancak geliyorlard: yani. Bizim kadar egitim almadiklar: halde atlatan ¢ocuklar
vardr.” (K7)

Ebeveynlerin diyete yonelmedeki amaclart genel olarak ele alindiginda, iyilesme ve
atlatma/kurtulma kavramlarinin 6ne ¢iktig1 goriilmektedir. Bu baglamda ebeveynlerin otizmi;
cocugunun farkli 6zellikleri, yasadiklar1 zorlu siire¢ ve yasamlarina katki saglayan bir deneyim
olarak gormelerinin yani sira, yogun olarak iyilesme umudu tasidiklar1 bir hastalik olarak da
gordiikleri ifade edilebilir.

3.3. Diyeti Otizmle Yeniden Tamimlama

"Diyet bizim igin bir zayiflama araciydi. Peki diyet deyince insanlarin aklina ne gelir? Fazla kilolardan
kurtulmak. Artik diyet benim igin saghkl bir beslenme bicimi... Yani iki ¢esit benim igin su anda.
Tamamen dus gériiniigle alakali ve iyilestirici” (K2)

Ebeveynlerin diyeti yeniden tanimlamalari; diyetin aileye ve ¢ocuga katkisi ve diyetin zorlu
yanlari alt temalariyla sunulmaktadir.

3.3.1. Diyetin Aileye ve Cocuga Katkisi

Diyetin aileye ve ¢ocuga katkilarinin, ailenin giinlik beslenme diizenini degistirmesi ve
ebeveynlerin ¢cocuklarinda gozledikleri olumlu gelisimler oldugu goriilmektedir. Katilimeilarin
cogu, beslenme diizenlerindeki degisimlerle birlikte giinliik rutinlerinin de diizene girdigini
belirtmektedirler. Ayrica kendi yasamlarinda da saglikli beslenme ile ilgili degisimler oldugunu
ifade etmektedirler. Ornegin ebeveynlerden biri, “Beslenme sekli cok seciciydi. Her seyi
secerdi, beslenmesi diizene girdi” ifadeleriyle deneyimlerini aktarmaktadir (K3). Ebeveynlerin
beslenme diizeni ve giinliik rutinlerin degisimi ile ilgili deneyim paylasimlarina iligkin diger
ornekler ise su sekildedir:
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“Benim oglum diyet uygulamadan énce siirekli ekmekle tahin pekmezle karmini doyururdu. Dengesiz
beslenirdi yani. Et balik hi¢ yemezdi. Diyetle beraber beslenme aliskanligr kazandi” (K1)

“Yani ben daha onceleri beslenmesine dikkat etmeyen bir insandim. Su anda bazen diisiiniiyorum,
bagirsaklarin bu kadar énemli olabilecegi aklimin ucundan ge¢mezdi” (K9)

“Kendi aklimca, kendime gére yapabildigim sekilde sentezleyip ailemi ve ¢ocuklarumi saglikli besleyeyim
diye kendime bir diizen kurdum su anda. Onun istikametinde gitmenin ¢ok etkili oldugunu diigtintiyorum
yasam kalitesini arttirmakta. Yani benim kizim mesela vegan besleniyor biiyiik kizim, ¢cok saglkli vegan
besleniyor. Cok dikkat ediyor” (K8)

“Kaybedecegimiz hi¢chbir sey yok. Buna inaniyorum yani. Cocuga keske yapmasaydik diyecegim higbir sey
yok. Cocuga gayet saglikli seyler yediriyoruz. Su an onun yasitlar: sebze yemezken benim ¢ocugum yiyor.
Giizel bir sey bu aliskanligi kazanmig olacak” (K35)

“Karsisina gegip yemek dogru olmayacakti. Aynen biz de o konuda ona paralel davrandik. Simdi sadece
babamiz ekmek yiyor, bazen (¢cocugum) istiyor. O babanin ekmegi diyorum” (K3)

Ebeveynlerin ¢ogu diyetin bir diger katkisini, giinlik yasamlarinda yer alan uyku
problemlerinin azalmasi olarak belirtmektedir. Ornegin bir katilimc1 bu durumu “I¢imiz ¢ok
rahatladi. Algisi ¢ok artti. Uykular: diizene girdi” (K7) seklinde belirtirken, bir diger katilimct
ise “Gece dedigim gibi uyumalar: diizeldi, evet uykusu diizeldi” (K4) ifadelerini
kullanmaktadir. Diger ebeveynler ise konu ile ilgili deneyimlerini su sekilde aktarmaktadirlar:

“Diyet uygulamastyla ¢ocuk rahatliyor hocam, yani evet ¢ocuk rahatliyor. Gece uykusu diizeldi. Gece
uykularinda uyanirdi bas bas bagirirdi. Onlar tamamen gitti. Bir iki saat uyur uyanirdi. Bagir bagir”
(K1)

“Benim oglum dogdugundan bir yasina kadar hi¢ uyumuyordu geceleri. Yani esimle siirekli
nébetlesiyorduk. Iki saat o uyuyordu, iki saat ben uyuyordum. Siirekli boyle, uyaniyor. Gece en az sekiz
kere uyanirdi. Yani saymishigimiz var. Diyete basladik, her seyi bir anda kestik. Mamay: kestik, o zaman
mama kullaniyorduk. Ertesi giin ilk giin daha bakin! Ik giin diyeti uyguladik. Ertesi sabah kalktik, esime
diyorum ki, sen mi uyandin gece? Hayiwr ben uyanmadim, o da bana soruyor, sen mi uyandin gece?
Deliksiz uyumusuz. Bir yasindan beri yani masallah diyeyim, nazar degdirmek istemiyorum gercekten.
Cok siikiir, gece deliksiz uyuyor. Biz zaten ilk basta o etkiyi gordiikten sonra yani daha bir sevkle sarildik
bu diyete.” (K2).

Ebeveynlerin ¢ogu egitimle birlikte olmak iizere diyetten sonraki yasamlarinda, ¢ocuklarimin
davraniglarinin da olumlu yonde degistigini belirtmektedir. Ebeveynler, aglama, bagirma,
cimcikleme, 1sirma, vurma, kendine zarar verme gibi davraniglarin sondiiglinii, cocugun goz
temasmin arttigini, alict dil becerilerinin gelistigini aktarmaktadirlar. Ebeveynler diyet
uygulamasindan sagladiklart katkinin aldiklar1 egitimlerde ¢ocugun &grenmesini de
destekledigini diisiindiiklerini belirtmektedirler. Ayrica bir ebeveyn 6zbakim becerilerini
destekleyen rutinler olusturmaya da katki sagladigini ifade etmektedir. Bu katkilara 6rnek
olarak ebeveynlerin paylastiklari deneyimler su sekildedir:

“Iki yildwr diyet yapiyorum. Cocukta bir rahatlama olustu. Benim oglum iste boyle oniine gelene cimcik
atardi, beni ¢ok cimciklerdi, kolunu iswrirdi, kafayr duvara vururdu, bas bas bagirirdi. Onlar tamamen
sondii. Beslenme seyi diizene girdi. Etrafimin daha farkinda olmaya basladi dikkat siiresi, 6grenme tabi
egitime katki etti yani. Egitime ilk basladigimda diyete baslasaydim benim oglum yani su an daha farkl
noktada olurdu” (K1)

“Bagwsaklar: diizeldik¢e daha sakin, uyumlu oldugu icin de egitimin aldigi egitimin ige yarama orani
artti. Hani bagladigimizda hir¢ind evet ilk bir aya ama sonra gozle goriiliir bir sekilde sakindi.” (K5)

“Diyete basladiktan sonra daha az huysuzlandigim gozlemledim. Su an direkt algilamasinin daha iyi
oldugunu diisiiniiyorum biraz daha algisi iyi oldu. Yedigi zamanlardaki halini de diigiindiigiim zaman
soyledigimi hi¢c duymuyormus gibi hallere biiriindiigii zamam diisiindiigiimde daha boyle odaklanan bir
cocuk haline geliyor o anlamda olumlu etkisini goriiyorum” (K3)

“Cocuk gluteni ka¢irdigr zaman daha béyle nasil diyeyim? Kendini kapatiyor, kendi halinde oluyor. Ya
da sekeri kagirdigi zaman zaman iyi sesini ¢ikartmalari, kulak kapatmalary daha fazla oluyor. Bu kafasini
vurmalart diizeldi beslenmeyle birlikte. Kendi kendine donmeleri vardi. O diizeldi. Algisi agildi. Alici dili
daha da artt1” (K4)
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“Gozle goriiliir seyler var mesela goz temasi ¢ok artti. Goz temasi zaten vardi ama kisitliydr mesela.
Uzaktan bakiyordu ama kucagimiza aldigimizda gézlerimizin igine bakmiyordu. O ¢ok fazla artti. Yani
tabii bunlar diyorum ya biz diyet, egitim, ergoterapi hepsine ayni donemde basladigimiz icin yani diyetle
daha dogrusu egitime ayni dénemde basladigimiz i¢in mutlaka farkindaligimiz da artti. O da ¢ocukta ¢ok
giizel bir ilerleme katettik yani” (K2)

“Oz bakim alaminda dedigim gibi hani kendi yemegini kendi yiyor, iste tabagini aliyor, tezgdhin iizerine
koyuyor, daha sonra gidiyor, kollarint siviyor iste agzimi yikiyor, ellerini yikiyor falan hani yemekten
sonra bir el ytkama ritiieli olugtu” (K9)

Arastirmaya katilan ebeveynler; cocuklarinin diyetle birlikte saglikli bir beslenme diizenine
kavustugunu, bagirsak iyilesmesinin 6nemli oldugunu, kabizlik gibi saglik sorunlarinin
azaldigini, dengeli beslenmenin hayatlarina eklendigini farkli 6rneklerle betimlemektedirler.
Diyetin ¢ocuga ve aileye cesitli katkilar1 oldugu goriilmektedir. Ote yandan aileler diyet
stirecinde yasadiklar1 zorluklardan da s6z etmektedirler.

3.3.2. Diyetin Zorlu Yanlar

Diyet uygulamasi her ne kadar ebeveynler icin artik “saglikli beslenme” anlamina geliyor olsa
da diyet siirecinde yasanan zorluklar, “siirdiiriilebilirligi” giiclestirmektedir. Ebeveynler bu
zorluklart; otizmli ¢ocugun yasattig1 zorluklar, diyetin maliyeti, diyet i¢in hazirliga ve takibe
ayrilan zaman ve diyet diizenini bozan unsurlarla agiklamaktadirlar. Ebeveynler diyet
uygulamasinin 6zellikle ilk bir aymin, otizmli ¢ocugun diyete uygun hazirlanan 6gilinlere
verdigi tepkiler bakimindan oldukc¢a zorlu gectigini vurgulamaktadirlar. Ayrica ¢ocugun
yiyecek istediginde doymadigini ve kontrolsiizce yedigini belirtmektedirler. Ekmegin
ogilinlerde yer almamasinin ¢ocuklar1 zorladigin1 ve doymamanin yemek talebini artirdigini
ifade etmektedirler (K2, K3, K4, K5, K8). Bu zorluklarla ilgili ebeveynlerin aktardiklari
ifadelerden ornekler su sekildedir:

“Talebi var yani ¢ok istiyor. Cok yemek istiyor ve suursuzca yiyor. Mesela ekmegi gordiigii zaman boyle
hani bizim gibi boyle bir lokma koparip degil béyle dilimiyle agzina alip atmak istiyor.” (K8)
“Doymuyorlar dedigim gibi. Ogiinler ¢cok az. Ekmek olmadigi i¢in yeterli gelmiyor. Tabii ki bir atryorum

kardesler bir puding yerken o yiyemiyor. Eline gecirdigi an affetmiyor yiyor. Doymama, siirekli yeme
istegi, bunu baskilamak ¢ok zor. Biiyiidiik¢e de daha zor oldu.” (K4)

Diyet siirecinde otizmli ¢ocugun diyete tepkileri ve yiyecek taleplerine ek olarak bir ebeveynin
deneyimleri, otizmli ¢ocugun tipik gelisim gosteren kardeslerinin de diyet siirecinde
zorlandiklar1 yoniindedir. Katilimer diger ¢ocuklarinin da bu duruma tepkili olduklarmi ve
otizmli kardesleri yiiziinden canlarinin ¢ektigi besinleri yiyemediklerini belirtmektedir. Bu
durumda bazen giinliik rutinlerinin bozuldugunu ve “ortak bir sofraya oturamama” sorunu
yasayabildiklerini eklemektedir (K4).

Ebeveynlerin diyet silirecinde yasadiklari dnemli zorluklardan biri de iirlinlerin maliyetidir.
Diyet 6glinlerinde kullanilan gidalarin; gliitensiz, seker icermeyen, organik vb. 6zel iirlinler
olmasi ve ebeveynlerin bu gidalar1 tiim 6giinler i¢in karsilamak zorunda olmalart diyetin
“siirdiiriilebilirligini” giiclestirmektedir. Ornegin bir ebeveyn icin diyet dgiinlerinde cocugun
her giin farkli et tirlinleri yemek zorunda olmasi bile giinliik yasam i¢in maliyetli goriilmektedir.
Ebeveyn bu durumu “Bir verdigim sebzeyi, dort giin araliklarla verebiliyorum béyle. Her giin
bu ¢ocugun mesela et, bir giin balik, bir giin et, kofte maliyetli yani siirdiirebilmek zor”
sozleriyle ifade etmektedir (K1). Ebeveynler diyetin aile bilit¢esini sarstigini, zaten pahali olan
gidalarin organik olanlarina ulasmanin daha kisitlayici ve zorlayici oldugunu belirtmektedirler.
Katilimcilardan biri bu zorlugu séyle dérneklendirmektedir:

“Maliyeti ¢ok fazla. Yani soyle soyleyeyim hocam. Simdi en basit 6rnegi biz bir iki liralik makarnayla

dort kisi yiyip doyup kalkabiliyoruz. Ama ...... ‘in makarnasi en basiti yirmi yedi lira ve bir makarnanin

boyutunun yarisi. En basit 6rnegi bu. Bizim ekmegimiz bir lira, iki lira. Onun ekmegi yirmi lira. Yani sey
o mesela digerleri biskiivi yerken ona gliitensiz doktorunun onerdigi bir biskiiviyi aliyoruz. Ug liraya
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biskiivi alirken onun biskiivisi yirmi beg yirmi alti lira.” (K4)

Ebeveynler diyet siirecinde gida takviyeleri kullanmaktadirlar. Diyet siirecinde ebeveynleri
maliyet acisindan zorlayan bir diger durum ise bu gida takviyeleridir. Ebeveynlerden bazilari
bu tirlinleri “takviye”, bazilar1 da “ila¢” olarak nitelendirmektedirler. Gida takviyelerinin yurt
disindan ithal edilmesi, yabanci para birimlerine endeksli olarak piyasaya siiriilmesi
ebeveynleri oldukga zorlamaktadir. Ebeveynlerin gida takviyelerine ii¢ aylik bir siirecte 1500-
3000 TL arasinda bir harcama yaptiklar1 ve déviz kurunda yasanan artiglarla bu 6demelerin
degisiklik gosterdigi bildirilmektedir. Ebeveynlerden bazilar1 takviye gidalari almakta
zorlanmalaria ragmen, biit¢elerini zorlayarak bu durumu bir “avantaj” veya “onlem’ olarak
da gorebilmektedir. Ebeveynler takviye gidalarla ilgili deneyimlerini su Orneklerle
vurgulamaktadirlar:

“Cok fazla takviye kullandik. Hepsi ekstra ekstra maliyetli. Yani bir kutu ilac iki ti¢ sene dnce alti yiiz
liraya, bes yiiz liraya aliyorduk ve sadece bu bir kutusu. Yani dért bes farkli takviye verdigimizde
neredeyse yani iki ayda iki ii¢ bin lira ilag paras: gidiyordu sadece. Tabi bu benim bahsettigim de bir ti¢
sene dncesi. Su an fiyatlar kat ve kat daha artmis olabilir” (K2)

“Fosforlu bir gida takviyesi vardi. Bizim aldigimiz donemde bin bes yiiz lirayd: sisesi. Sisesi ti¢ ay falan
gidiyor. Dokuz ay kullandik. Alerjileri icin de kullaniyoruz. Biraz da firsat ¢evirdik bu durumu” (K3).

“Hani ¢ocugun psikiyatrik ilaglar kullanmasindansa problemleri ortaya c¢iktiktan sonra bunlar
kullanmasindansa; bu tarz takviye gidalar: elde para vermek, zamaninda énlem almak yani ¢ok da sorun
degil benim igin” (K5)

99 ¢e22

Bazi ebeveynlere gore diyet slirecinde “vakitsizlik” ve “siirekli hazirlik yapma™ “6giinleri takip
etme” gibi sorumluluklar, ailenin giinliik yasam akisim1 zorlayan unsurlar olarak ifade
edilmektedir (K6, K7). Ebeveynlerden biri; ¢ocugun diyet siirecinde her seyi zamaninda ve tam
olarak yapmanin kendisini ¢ok zorladigini, “siirekli yemek hazirlamaya yogunlasmanin’
giinliik yasamlarmi etkiledigini  vurgulamaktadir. Bu deneyimlerini su cilimlelerle
aktarmaktadir:

“Hadi bir ¢orba yapayim da i¢sin. Olay 6yle olmuyor iste. Size soyleyecegim sey nasi? Pirinci olmayan,

icinde unu olmayan hicbir sekilde tahili olmayan bir ¢orbast olacak. Ama o onceden hazirlanmus olacak.

Siz onu hazirlayacaksiniz. Hani bugiin yetistiremedim. Bu olmaz olaymiz olmayacak. Siirekli
yogunlasacaksimiz! Her sey diizenli olacak.” (K6).

Diyet siirecini tamamladiklarini diisiinen bir ebeveyn, “artik hayatlarini diizenli beslenerek
devam ettireceklerini ancak otizmli ¢cocugunun da evde o giin hazirlanan saglikl yiyeceklerle
beslenecegini” belirtmektedir. Ayrica diyetle birlikte “yasamlarinda hazir gidalarin yer
almadigini, ozel gida hazirlamaya iliskin yorgunlugunun oldugunu ve diger ¢ocuklarinin da
daha rahat hissedecegini diisiindiigiinii” eklemektedir (K7).

Ailelerin diyeti siirdiirmelerini giiclestiren diger unsurlar, diyet ile birlikte olusan rutini bozan
tim durumlardir. Bunlar; gida ¢esitliligine ulagsmanin zorlugu, kitle iletisim araglarinin
yayinlari, yakin ¢evrede satilan yiyecekler, benzer sekilde okul ortamindaki 6&iinlerin igerigi
ve yakin ¢evredeki kisilerin diyete bakis agilaridir. Aileler diyet 6gilinlerinde yer alan gidalara
ulagsmada ve 6giinlerdeki ¢esitliligi saglamada zorluk yasamaktadirlar. Bir ebeveyn bu zorlugu
“Bir verdigim sebzeyi dort giin araliklarla verebiliyorum, ¢ok zor ama uyguluyorum.” diyerek
anlatmaktadir (K1). Diger bir katilime1 ise, markette diyete uygun gidalara ulagsamadiklarini ve
bu gidalar1 arastirarak satin aldiklarini belirtmektedir (K2). Bir baska ebeveyn gidaya
ulagsmadaki zorluk deneyimini, “Gliitensiz iirtinler saglkli et bulabilmek, saglikli sey
bulabilmek ve gliitensiz asil iiriin tiretebilmek ¢ok zor oldu benim igin.” ifadesiyle
aktarmaktadir (K8).

Cocuklar1 okula devam eden ebeveynler ise diyeti slirdiirmede yasadiklari zorluklardan birinin
okuldaki beslenme saatleri oldugunu ifade etmektedirler. Okul ortamindaki 6giinlerin ve satilan
gidalarin ¢ocugun diyet programina uymamasi nedeniyle, ¢ocuklarinin zorlandigini ve sosyal
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bir etkinlik olan beslenme saatine de katilamadiklarini vurgulamaktadirlar. Bir katilimc1 “Krege
gidiyor su anda ana sinifinda. Hep béyle hamur isi ¢cocuklarin beslenme listeleri. Bir seyler
uydurmaya zorlantyorum yani agikgasi. Anaokulunun beslenme programiyla ¢ocuga 0zgii
program uymuyor.” ifadeleriyle yasadig1 zorluktan s6z etmektedir(K9). Bir bagka katilimei,
cocugunun “arkadaslarinin okulda yedigi paketli gidalardan tattiktan sonra diyeti siirdiirmekte
zorlandiklarimi” dile getirmektedir (K2). Buna ek olarak “okullarda diizenlenen yiyecek
hazirlama etkinliklerinin de ¢ocuklarinin diyet ogiinlerini bozdugu icin, cocugun bu tiir sosyal
etkinliklerden mahrum kaldigini” belirten bir ebeveyn de bulunmaktadir (K3).

Ebeveynleri zorlayan bir diger durum kitle iletisim araclarinin gidalarla ilgili veya gidalarin
icinde yer aldig1 yayinlardir. Bir katilimci g¢ocugunu etkileyen yasantiyr su ifadelerle
paylasmaktadir:

“Stirdiiriilebilirlikte bir stkinti var yani. Bu televizyon var. Yani televizyonda yirmi dort saat dondurma

reklami varken ben ¢ocugumun hep kiiciikken tutabiliyoruz biiyiik olunca. Yani dikiliyor karsina,
istiyorum ben diyor.” (K8)

Ebeveynlere gore diyeti siirdiirmeyi zorlastiran bir diger unsur, yakin ¢evredir. Yakin ¢evredeki
yerler ve bu yerlerdeki yasantilara ek olarak, akraba ve arkadas ¢evresinin diyete bakis acilari
ebeveynleri zorlamaktadir (K2, K3, K4, K5, K7, K9). Bir katilimc1 yakin ¢evredeki yasanti
firsatlarin1 da kacirmalarina neden olan bu zorlugu soyle aktarmaktadir:

“Kesinlikle ¢ok zor ¢iinkii sosyal ortamlara gittigimizde parkta AVM de markette bir yandan istiyorsunuz
ki cocugum markete gitsin aligveris yapsin, 6grensin. Bir yandan da uzak tutmak zorundasiniz. Ben boyle
sagim basim daginik, bir kolumda oglum siiriikleyerek marketten ¢ikmisligim ¢cok var.” (K3)

Ailelerin yakin c¢evresindeki kisilerin diyete bakis agilar1 sosyal destek bulmalarini
giiclestirmektedir. Birgok aile bu tepkilerle miicadele ederken, bazi aileler ise diyet yaptiklarini
yakin cevrelerinden gizlemektedirler. Ornegin bir anne yakin gevresine diyet yapmalarinin
amaciin  “cocugunun kabizlik sorununu ¢ozmek” oldugunu belirtmektedir. Bdylece
“cevredekilerin durumu kabullendiklerini ve diyeti bozucu bir davranista bulunmadiklarini™
bildirmektedir (K2). Bir bagka ebeveyn, anneanne ve babaanne gibi genis aile liyelerine kars1
“istikrarli bir tutum sergileyerek ve onmlart kirmadan telkinlerde bulunarak” duruma
alistirirken zorlandigini” ifade etmektedir (K3). Diyet bir ebeveyn i¢in akrabalarla gegirilen
ortak zamanlar1 da etkilemektedir. Katilimc1 bu durumu séyle aktarmaktadir:

“Yedir diyen ¢ok oluyor, diger ¢ocuklardan aywrma diyen ¢ok oluyor. Ya da yememesi gereken bir seyi

kendi yakin akraba, ailenin icinde bile ortaya kondugunda tabi kriz yasaniyor. Ya da ben ¢ocugumla
odada bekliyorum, herkes yiyor. Biz sonra ¢ikiyoruz” (K4)

Ebeveynleri diyet siirecinde zorlayan tim bu durumlar, diyete devam etmeye engel
olmamaktadir. Bu bakis agisiyla ebeveynler, diger ailelere ve uzmanlara cesitli Onerilerde
bulunmaktadirlar. Ote yandan diyet siirecinde yasadiklar1 zorluklar nedeniyle uzmanlardan ve
yasa yapicilardan beklentilerini de onerileriyle birlikte paylagsmaktadirlar.

3.4. Ebeveynlerin Diyetle lgili Onerileri
3.4.1. Ailelere Oneriler

“Yani herkes duysun istiyorum bazen. Tiim otizmli aileler duysun. Gittigim kurumlarda da gordiigiim
otizmli aileleri varsa diyorum, bakin ben boyle boyle bir beslenme diizenini uyguluyorum. Cocugumda
da geri doniisleri ¢cok giizel alyyorum. Siz de uygulayin, siz de yapwn. Ciinkii otizmin ¢aresinin olmadigini
su anda biliyorlar, tiim doktorlar, herkes biliyor.” (K9)

“Ben kimseye bunu ¢ok énermemeye ¢alistyorum. Sadece bu konu agildigi zaman evet biz yapiyoruz
diyorum. Ciinkii herkesin dinamigi farkli. Ben bu diizeni oturtabildim zor da olsa aile icerisinde. Herkesin
aile dinamigi farkli oldugu icin kaosa siiriiklenmesini de istemem. Birisi bunu paylasiyorsa o zaman bunu
arastirmasi ve tizerine diismesi konusunda yonlendiriyorum.” (K3)

Ebeveynler diyetle ilgili diger ebeveynlere yogun olarak kiicilik yaslarda diyete baslamalar1 ve
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egitime her zaman devam etmelerini 6nermektedirler. Ayrica ayni zamanda otizmle ve diyetle
ilgili arastirma yapmalarini, bilimsel verilere dayali bilgiyi 6nemsemelerini, c¢ocuklarini
gozlemlemelerini ve diyeti uzman kontroliinde siirdiirmelerini énermektedirler. Bir ebeveyn
“doktor kontrolii olmadan diyet yapmanin uygun olmadigini, ¢ocuklarumin hangi besinlere
intoleranst oldugunu bilmeden uygulama yapmalar: halinde diyetin ¢cocuga eziyet olacagini”
vurgulamaktadir. Ayrica istenmeyen sonuclara iliskin uyarisin1 “Herkes otizm igin diyet
yvapiyormus. Ben de uygulayayim deyip ¢cocugu belki siit tirtinleri kétii geliyorken i¢irmek ya da
tam tersini yapmak daha olumsuz sonuglara neden olabilir” seklinde ifade etmektedir (K4).
Bagka bir ebeveyn ise uzmanlarin verdikleri bilgiler dogrultusunda diyetin uygulanmasi
gerektigini ve ayni zamanda egitimin 6nemini su sozlerle vurgulamaktadir:

“Hani o listeye uymadiktan sonra iki, ii¢ kagamak yapinca ¢ok etkiliyor. Hi¢ kacamak yapmadan direkt
listeye uyulacak. Direkt listeyle es zamanli giderse zaten ¢ocuktaki diizelmeleri goriiyorsun. Ben diyeti
yapayim ama egitime gitmeyeyim diye bir sey de yok. Hem diyeti yapacaksin hem egitime gideceksin.
Cocugundan vazge¢meyeceksin.” (K9)
Bir katilmc1, “her ailenin dinamigi farkh oldugu icin diyeti onerme konusuna temkinli
vaklagtigini” ifade etmektedir (K3). Bir bagka ebeveyn ise, diyetin amacinin “otizmi
diizeltmek” olmamas1 gerektiginin, ailelerin yalnizca otizmin beraberinde getirdigi etkileri
“hafifletmeyi” diisiinerek yola ¢ikmalari gerektiginin altin1 ¢izmektedir. Ailelere bu Onerilerini
su sekilde aktarmaktadir:

“Bire bir otizmi diizeltici, inancindansa, ¢ocugumun bagirsagint ya da hareketlerini ya da yemesini
diizelterek otizmi ne kadar hafifletebilirim? Ya da algisini ne kadar acabilirim? Farkindaligini ne kadar
yiikseltebilirim? Ortama ne kadar uyumlu olmasin saglayabilirim agisindan bakilmasi lazim. Yani ben
diyet yaparsam otizmi yenerim algisindan ¢ok, ben diyetle ¢cocugumu ne kadar iyi yapip otizmin etkilerini
azaltabilirim olarak diisiinebilmek daha dogru.” (K4).

Diyet yapan ebeveynlerin kendi deneyimlerinden yola ¢ikarak diger otizmli ¢ocugu olan
ailelere onerileri ele alindiginda; egitimi dncelikli gordiikleri, diyet ile cocuklarina sagladiklari
katkilar sonucunda diger ailelerin de diyet yapmasin1 uygun bulduklar1 goriilmektedir. Ancak
ebeveynlerin kendi arastirmalarint  yapmalarmi  ve wuzman destegi almalarmi da
vurgulamaktadirlar. Buna ek olarak; diyetin otizme bir ¢are olarak goriilmemesi ve her ailenin
kendi giinliik yasam ve kosullar1 baglaminda planlama yaparak diyeti siirdiirmeleri gerektigini
belirtmektedirler.

“Ben diyeti yapayim. Ama egitime gitmeyeyim diye bir sey de yok. Hem diyeti yapacaksin hem egitime

gideceksin. Cocugundan vazge¢meyeceksin” (K9)

3.4.2. Uzmanlar ve Yasa Yapicilara Oneriler

Ebeveynlerin uzmanlara onerileri; otizmli ¢ocuklarda diyet uygulamasi ile ilgili arastirma
yapmalar1 ve aragtirma yapmadan ailelerin girisimlerine karsi onyargili olmamalar1 yoniindedir.
Ebeveynlerin 6zel egitim 6gretmenlerinden, saglik uzmanlarindan destek alarak cocuklarinin
beslenme diizeni ile ilgili yaptiklar1 diizenlemelerde cesaretlerini kirict tutum sergilememeleri
konusunda beklentileri bulunmaktadir. Bir katilimct bu durumu “Hani kesin yapmayin ya da
hemen yapin, acilen yapmaniz gerekiyor diye boyle séylemlere agik¢asi karsyyim. Hani
arastirin, tepkisiz kalmalari gerekir bence.” ifadesiyle aktarmaktadir (K3). Bir diger katilimci
0zel egitim Ogretmenlerinin aileleri desteklemesi gerektigini belirtmektedir ve pekistireg
kullanirken ve diger zamanlarda hazir ve paketli gida bulundurmamalari yoniindeki talebini su
sozlerle dile getirmektedir;

“Simdi biz bu diyete baslarken c¢ogu ozel egitim ogretmeni bizi pek desteklemedi. Artik biraz
arastirddiginda, biraz seye bakildiginda béyle yani bir¢ok farkl arastirildiginda gergekten faydasi var
ve ben ozel egitim égretmenlerinin uzmanlarimin da gercekten bu konuda da desteklemesini aileleri
istiyorum.... Hep siirekli 6gretmenlere de soyledim. Bakin iste diyet yapiyoruz o esnada. Iste dyle bir
pekistire¢ kullanmayalim. Cok zorlandigimiz zamanlar oldu.” (K2)
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Ebeveynlerin 6zel egitim alaninda ¢alisan akademisyenlerden beklentisi ise, otizmli ¢ocuklarda
diyet uygulamalari ve ila¢ kullanimi ile ilgili aile deneyimlerinin daha fazla arastirilmasidir. Bir
ebeveyn diyetle birlikte kullanilan ilaglarin arastirllmasina ydnelik taleplerini su sozlerle
aktarmaktadir: “...dogru ya da yanls yoldayimdir bilmiyorum. Deneyen insanlarin olumlu
taraflarini goriince insan yapamadan edemiyor. Ama ne kadar faydasi var ne kadar zarari var
bunlarin arastirdmasini istiyorum” (K9). Baska bir ebeveyn ise, ebeveynlerin diyete
yonelmelerinin nedenlerinin arastirilmasini su sozlerle ifade etmektedir;

“Gergekten bu diyet faydal mi zararli mi? Bununla ilgili arastirmalar yapiumast lazim. Otizm ¢i1g gibi
artan bir sey. Ve insanlar ¢aresizce buna buna saldiriyorlar. Once ben isterim ki bununla ilgili
tiniversiteler arastirma yapsinlar sizler gibi” (K8)

Katilimcilardan bazilarinin yasa yapicilara Onerileri de bulunmaktadir. Bunlar, otizmli
cocuklara uygulanan diyet konusunda uzmanlarin yetistirilmesi ve 6zellikle otizmli ¢ocugu
olan ailelerin yasadiklar1 sehirlerde gorevlendirmelerinin saglanmasidir. Ayni zamanda takviye
gida ve ilaglarin maliyetlerinde devlet desteginin saglanmasi, ¢ocuklarin egitim saatlerinin
artirtlmasi da ailelerin yasa yapicilardan beklentileri arasindadir (K2, K3, K8, K9).

4. Sonug, Tartisma ve Oneriler

Bu aragtirmanin amaci, diyet uygulamalarina bir siireligine devam etmis ve/veya halen diyet
uygulamasi siirdiirmekte olan otizmi olan bireylerin ebeveynlerinin diyet uygulamalarinin
stireci ve sonuglarina iliskin goriis ve deneyimlerini belirlemektir. Arastirma bulgulari, otizmli
bireylerin ebeveynlerinin diyet uygulamalarina yonelik deneyimlerini ve bu uygulamalarin
stire¢ ile sonuclarma iligskin algilarin1 derinlemesine agiklamaya yonelik bir bakis acist
sunmaktadir.

Aragtirmanin bulgulari, otizmli bireye sahip ebeveynlerin diyet uygulamalarima yonelme
nedenlerinin, otizmli ¢ocuklarin yasadigi davranigsal ve fizyolojik zorluklarla basa ¢ikma
cabast ile dogrudan baglantili oldugunu ortaya koymaktadir. Bu bulgu, otizmli bireylerin
ebeveynlerinin yasadig yiiksek diizeyde stres ve kayginin, onlari alternatif tedavi yontemlerine
yonlendirdigi belirtilen arastirma bulgulariyla (Wilson vd., 2021; Winburn vd., 2014)
ortiismektedir. Ayrica arastirmanin bulgular1 ebeveynlerin diyet uygulamalarina yonelirken
genellikle internet, sosyal medya, yazili kaynaklar ve diger ebeveynlerin deneyimlerine
giivendiklerini gOstermistir. Arastirma bulgulariin bu yoniiyle alanyazini genislettigi
sOylenebilmektedir. Ancak, diyet uygulamalarmin bilimsel etkinligi hakkinda kanitlarin
yetersizligi (Dosman vd., 2013; Sharp vd., 2013), ebeveynlerin bu uygulamalara olan giivenini
ve strdiirtilebilirligini olumsuz etkileyebilmektedir. Otizmli bireylerin ebeveynlere yonelik
dogru bilgilendirmeler yapilabilmesi ve alan yazinin genisletilmesi i¢in, diyet uygulamalariin
uzun vadeli etkilerini inceleyen ¢alismalara olan gereksinim siirmektedir.

Arastirmanin bulgularina gore otizmli bireylerin ebeveynlerinin diyet uygulamalarina
yonelmesinin en yaygin nedenlerinden biri, otizmli ¢ocuklarda sik¢a gozlenen sindirim
sorunlar1 ve duyusal hassasiyetlerdir. Alanyazinda, bu sorunlarin otizmli bireylerin giinliik
yasam kalitesini nasil etkiledigi ve ebeveynleri alternatif ¢6ziimler aramaya nasil yonlendirdigi
farkli bigimde incelendigi ¢aligmalar (Adams vd., 2021; Breaks vd., 2022) bulunmaktadir.
Arastirma bulgulart bu yoniiyle alanyazinda benzer arastirmalar1 destekledigi ve bu
aragtirmalarin bulgular1 genislettigi soylenebilmektedir. Diger yanda otizmli bireylerde yaygin
olan sindirim sorunlari, Ozellikle gluten ve kazein gibi maddelere karsi duyarliliklar,
ebeveynlerin gliitensiz ve kazeinsiz diyetleri uygulamalarini tetiklemektedir (Elder vd., 2006;
Mari-Bauset vd., 2016). Bununla birlikte, bu uygulamalarin etkinliginin bilimsel olarak
kanitlanmamis olmasi ebeveynlerin alternatif bilgilere bagvurmalarina yol agmaktadir. Bu
bulgular 1s1g¢1nda diyet uygulamalarinin fizyolojik ve davranigsal etkilerini daha kapsamli ve
uzun vadeli olarak inceleyen c¢aligmalarin yapilmasinin 6nemli oldugu disiiniilmektedir.
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Ayrica, gliitensiz/kazeinsiz diyetler gibi yaygin diyet miidahalelerinin, bilimsel dayanakli diger
tedavi yontemleriyle (6rn. uygulamali davranis analizi) karsilastirilmasini igeren arastirmalara
olan gereksinim de stirmektedir.

Aragtirma bulgularina gore ebeveynler, diyet uygulamalarindan elde ettikleri bazi olumlu
sonuglari, ornegin g¢ocuklarmin goz temast kurma sikliginin artmasi, uyku diizenlerinin
iyilesmesi ve davranigsal sorunlarin azalmasi gibi gelismeleri ifade etmislerdir. Bu bulgular
alanyazindaki benzer aragtirmalarin (Eaton, 2019; Gogou ve Kolios, 2017) bulgulartyla
ortismektedir. Ancak, alanyazindaki ¢alismalar (Elder, 2008), bu tiir miidahalelerin genel
etkinligi ve kalicilig1 konusunda celiskili bulgulara sahiptir. Bu belirsizlik, ebeveynlerin diyet
uygulamalarina kars1 tutumlarinda bir ikilem yaratmakta, onlar1 bir yandan umutla bu
uygulamalara yonlendirirken diger yandan temkinli ve siipheci bir yaklasimi korumalarina
neden olmaktadir. Diyet uygulamalarmin siirdiiriilebilirligini inceleyen ¢alismalar, bu
uygulamalarin aile tzerindeki psikolojik ve ekonomik yiiklerini de degerlendirmelidir.
Ozellikle, diyet miidahalelerinin ekonomik etkilerini ve erisilebilirligini arastiran ¢aligmalar,
farkli sosyo-ekonomik gruplar i¢in uygun maliyetli destek mekanizmalarinin gelistirilmesine
katkida bulunabilir.

Arastirmanin  6nemli bulgularindan biri, ebeveynlerin diyet uygulamalart sirasinda
karsilastiklari zorluklardir. Diyetlerin cocuklarin beslenme aligkanliklarina uyum saglamamasi,
evde iki farkli beslenme diizeni yaratilmasi ve diyetin mali yiikii, ebeveynlerin bu uygulamalari
siirdiirme konusundaki motivasyonunu zorlagtirmaktadir. Bu bulgular alanyazindaki benzer
aragtirmalarin (Lavelle vd., 2014; Hopf vd., 2016) bulgulariyla ortiismektedir. Ayrica bu tiir
uygulamalarin ekonomik ve sosyal etkilerini inceleyen arastirmalar, ailelerin karsilagtig
zorluklarin daha iyi anlagilmasina ve ¢oziimler iiretilmesine katkida bulunacaktir. Diger yandan
diyet uygulamalarinin ebeveyn-¢ocuk etkilesimi iizerindeki etkilerini incelemek amaciyla
planlanan calismalarin, diyetin aile dinamiklerini ve ¢ocuklarin sosyal davraniglarini nasil
etkiledigini anlamaya yardimci olabilecegi diisiiniilmektedir.

Kiiltirel ve toplumsal faktorlerin ebeveynlerin diyet uygulamalarina yonelik tutumlari
tizerindeki etkisi de calismanin 6nemli bir bulgusu olarak 6ne ¢ikmaktadir. Shyu ve digerlerinin
(2010) belirttigi gibi, kiiltiirel inanglar ve toplumsal normlar, ebeveynlerin tedavi tercihlerine
ve uygulamalarin potansiyel faydalarina dair algilarina yon vermektedir. Bu ¢alismada, Tiirk
ebeveynlerin sosyal destek yapilarindan ve diger ebeveynlerle olan etkilesimlerinden
etkilenerek diyet uygulamalarina yonelme egiliminde olduklari tespit edilmistir. Ebeveynlerin,
diger ebeveynlerden edindikleri deneyimleri yazili ve ¢evrimigi kaynaklardan daha giivenilir
bulmalar, kiiltlirel ve sosyal etkilesimlerin 6nemini gosteren benzer ¢alismalarin bulgulartyla
(Ly vd., 2017; Wilson vd., 2021) rtiismektedir. Kiiltiire duyarli ve bilimsel dayanakli rehberlik
hizmetlerinin saglanmasi, ebeveynlerin giivenilir bilgilere erisimlerini ve bilimsel
uygulamalara yonelmelerini tesvik edebilir. Farkli kiiltlirel ve sosyo-ekonomik gruplardaki
ebeveynlerin diyet uygulamalarina yonelik tutumlarini arastiran ¢alismalarin, bu hizmetlerin
uyarlanmasini kolaylastiracagi diigiiniilmektedir.

Ebeveynlerin diyet uygulamalarina duydugu ilgi, bilimsel dayanak eksikligine ragmen umut
verici bir ¢dzlim arayisina dayanmakta ve bu arayis, bilimsel ve giivenilir bilgi eksikliginde
alternatif uygulamalarin cazibesini artirmaktadir (Anwar vd., 2018). Bu durum, ebeveynlerin
karar verme siireglerinin ve tedavi se¢imlerinin daha iyi anlasilmasini ve desteklenmesini
gerektirmektedir. Ebeveynlerin yiiksek stres ve kaygi seviyelerinin tedavi secimleri lizerindeki
etkisini inceleyen nitel arastirmalar, bu siiregteki psikolojik faktorleri daha iyi anlamamiza
olanak taniyabilir.

Sonug olarak, bu ¢aligmanin bulgulari, otizmli bireylerin ebeveynlerinin diyet uygulamalarina
yonelik motivasyonlarin1 ve deneyimlerini aydinlatmaktadir. Diyet uygulamalarmin belirli
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potansiyel faydalar1 olsa da bu uygulamalarin bilimsel temellerinin eksikligi ve ebeveynlerin
yasadig1 zorluklar, bu tiir uygulamalarin siirdiiriilebilirligini ve etkisini snirlamaktadir. Ileriye
doniik arastirmalar, diyet uygulamalarinin otizmli ¢ocuklar iizerindeki uzun vadeli etkilerini ve
aile iizerindeki sosyal ve ekonomik yiiklerini incelemelidir. Ebeveynlere yonelik birebir
danismanlik hizmetlerinin yayginlastirilmasi ve bilimsel dayanakli bilgilere erisim kolayliginin
saglanmasi, ebeveynlerin dogru ve bilingli kararlar almasina katkida bulunabilir. Cok disiplinli
arastirma ekiplerinin katilimiyla yiiriitiilecek ¢alismalar, diyetin ¢ok yonli etkilerini daha iyi
anlamamiza ve ebeveynlerin bilimsel dayanakli uygulamalar1 benimsemelerine yardimci
olabilir.

Bilgilendirme

Arastirmactlar, otizmli ¢cocugu olan ebeveynlerin yasamlarinda yer alan diyet uygulamalarina
iligkin deneyimlerini, nitel arastirma yénteminin ve fenomenoloji deseninin gereklerini yerine
getirerek aktarmaktadirlar. Baska bir deyisle, ebeveynlerin deneyimlerine iliskin “verilerin
tamamint”, “onyargisiz” ve “olguyla ilk kez karsilasiyormus gibi” sunmaktadirlar. Yazarlar,
otizmli ¢ocuklar icin bilimsel dayanakli olmayan diyet uygulamalarini ebeveynlere

onermediklerini beyan ederler.
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Autism and Dietary Practices: A Study on Parents' Experiences
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Abstract: The aim of the study is to reveal the perspectives and experiences of parents Article Details
of children with autism who have been on a diet for a period of time (at least six
months) and/or are still on a diet regarding the dieting process and its results. The
study was conducted with phenomenology design, one of the qualitative research Received
methods. Nine parents participated in the study. Data were collected through semi-

. . . .. , . 10/07/2024
structured interviews in order to make sense of the participants' experiences of a
phenomenon in accordance with the phenomenology design. The parents found dietary Accepted
practices beneficial for their children with autism, observed a decrease in sleep 28/07/2025
disorders and behavioral problems with dietary practices, and perceived dietary
practices as a healthy eating pattern. They encountered challenges such as the cost of Keywords
the foods used, planning and preparation of meals, the difficulty of changing the diet
of all family members, and the reactions of the social environment. It was found that
parents included alternative practices such as diet with children with autism but Diet,
prioritized education above all practices. The findings of the study show that parents
with children with autism continue dietary practices even though they know that they
have no scientific basis. Based on this, it is thought that parents continue to need Phenomenology,
information about scientifically sound practices. In addition, the results of the study
emphasize the need for studies aiming to examine the physiological and behavioral
effects of dietary practices.

Research Article

Autism,
Parents experiences,

Family.

1. Introduction

Autism is a lifelong neurodevelopmental disorder that begins in early childhood and is
characterized by limited repetitive behaviors, unusual responses to sensory stimuli, and
limitations in social communication (American Psychiatric Association, 2013). According to
the latest American Agency for Disease Prevention data, the autism prevalence rate was
determined as 1/36 (Maenner ef al., 2023). Although the prevalence of autism has increased,
the cause has not yet been fully determined (O'Reilly & Lester, 2017; Walsh et al., 2011). This
has led to the emergence of many therapies, treatments, or educational approaches for
individuals with autism (Shenoy et al., 2017). There is a large body of research evidence on the
effectiveness of some of these practices (e.g., methods based on applied behavior analysis).
Such practices are referred to as scientifically grounded practices (Mills & Marchant, 2011).
However, similarly, there are not sufficient and qualified research findings regarding some
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practices that are claimed to be effective in individuals with autism. Although there is not
enough evidence regarding the effectiveness of these practices, there are also studies showing
that they may cause harm. On the other hand, such practices may cause the family to waste time
and financial resources on practices that are known to be effective (Lavelle et al., 2014). Despite
all these, such practices can often be found in an internet search (Bonis, 2016; O'Reilly &
Lester, 2017).

It has been observed that parents of individuals with autism experience higher levels of
parenting anxiety and psychological stress compared to parents of individuals with typical
development or even individuals with different developmental disabilities (e.g., Down
syndrome) (Wilson et al., 2021; Winburn et al., 2014), which may affect parents' decision-
making processes (Wilson et al., 2021). The fact that interventions that yield results for
individuals with autism (e.g., early intensive behavioral training) take a long time and cannot
make a definitive claim leads parents to look for alternative ways to solve this situation quickly
(Owen-Smith et al., 2015). One of the alternative treatments frequently used by parents of
individuals with autism is dietary interventions (Adams et al., 2021; Winburn et al., 2014).
Dietary interventions have emerged as a result of medical interventions for eating disorders and
digestive problems commonly seen in individuals with autism (Adams et al., 2021; Baspinar &
Yardimci, 2020; Breaks et al., 2022; Florindez et al., 2021; Mari-Bauset et al., 2016; Millward
et al., 2004).

Research emphasizes that digestive problems frequently encountered in individuals with autism
often lead to the use of dietary prescriptions that include restrictions on certain foods (e.g., milk
or bread) (Breaks et al., 2022; Elder et al., 2006; Florindez et al., 2021; Keller et al., 2021;
Millward et al., 2004).

Gluten diets (wheat, barley, rye and oat-free) (Baspinar & Yardimci, 2020; Doenyas, 2018;
Keller et al., 2021), casein (milk and dairy-free) diets (Keller et al., 2021; Mulloy et al., 2010;
Whiteley et al., 2012) and ketogenic diets (Varesio ef al., 2021) are among the diets frequently
used in individuals with autism. However, it has been suggested that digestive problems
increase anxiety disorders and cause an increase in the frequency of problems with sensory
stimuli (Adams et al., 2021; Breaks et al., 2022; Mari-Bauset et al., 2016; Millward et al.,
2004). On the other hand, there are also studies indicating that there is a strong relationship
between the digestive problems of individuals with autism and the degree of exposure to autism
(Adams et al., 2021). Therefore, the use of dietary practices by individuals with autism has
emerged due to the reduction of anxiety, disruptive behavior, and hyperactivity symptoms,
especially through dietary prescriptions in celiac patients with similar behavioral characteristics
(Baspinar & Yardimci, 2020; Breaks et al., 2022; Demir & Ozcan, 2022; Doenyas, 2018;
Florindez ef al., 2021; Garcia et al., 2021; Keller et al., 2021; Millward et al., 2004). On the
other hand, although the effects of meta-analysis studies are limited, it is emphasized that
Gluten-Casein diet practices have physiological benefits (decreasing the urea rate in the blood,
inhibiting the development of pathogenic bacteria, and reducing gastrointestinal markers) as
well as a decrease in problem behaviors in individuals with autism (Elder, 2008; Elder et al.,
20006; Keller et al., 2021).

The clinical effects and safety of dietary practices in individuals with autism are still
controversial. However, these practices are thought to be common among parents of individuals
with autism. In this vein, Anwar et al. (2018) show that parents may be influenced by the
broader discourse surrounding dietary treatments, even when scientific evidence does not
strongly support their effectiveness. Furthermore, a survey by Hopf et al. (2016) found that
80.9% of parents had tried some form of complementary and alternative medicine, often
involving dietary changes. This high rate underlines the prevalence of dietary interventions
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among parents of individuals with autism. Despite the lack of robust evidence supporting their
effectiveness, it shows a willingness to explore various options. The same study highlighted
that parents often perceive these dietary treatments as part of a holistic approach to managing
autism, which may include behavioral therapies and other interventions. In a study by Winburn
and colleagues (2014), one-fifth of preschool children with autism were given some form of
restricted diet. The study's findings emphasized that parents had positive gains from dietary
practices.

Despite the aforementioned studies, when the literature is examined, it is seen that there are still
a limited number of studies examining the views of parents of individuals with autism who
continue the diet (Breaks et al., 2022; Doenyas, 2018; Eaton, 2019; Florindez et al., 2021;
Gogou & Kolios, 2017; Ly et al., 2017; Winburn et al., 2014; Yeung et al., 2021). However,
no such research was found at the national level. Therefore, it is thought that it has become an
important issue to disseminate these practices among parents of individuals with autism, to
adopt them as a remedy, and to receive feedback on their effects on individuals with autism.
On the other hand, although studies frequently emphasize the importance and effectiveness of
scientifically based practices, it is thought that it is essential to determine why parents turn to
alternative practices. Grahame et al. (2021) state that while many early intervention programs
focus on social communication, parents often prioritize addressing challenging behaviors that
are sometimes ignored in evidence-based literature. This discrepancy highlights the need for a
more comprehensive understanding of parental priorities in developing scientifically grounded
practices. It suggests that a sense of parental priorities may also identify parents' reasons for
engaging in practices that lack a scientific basis. There are also studies in the literature that
reveal parents' doubts about the effectiveness of dietary treatments. Dosman et al. (2013)
emphasized that more research is needed to safely recommend interventions such as gluten-
casein diets in the management of autism symptoms. Furthermore, the findings of the study by
Sharp et al. (2013) suggest that dietary interventions can help manage feeding difficulties and
improve food intake in children with autism. Still, the overall effectiveness of these diets in
addressing core autism symptoms is unclear.

In addition, cultural factors are also thought to affect parents' attitudes towards dietary
treatments significantly. Shyu et al. (2010) state that parents with different cultural
characteristics may prioritize alternative treatments, such as diet, based on their beliefs about
autism and its causes. This cultural perspective may shape how parents perceive the potential
benefits of dietary modifications and may lead some parents to view these treatments as an
essential component of a comprehensive treatment plan.

In addition, the emotional and psychological aspects of parenting a child with autism can
influence decisions regarding dietary treatments. The high levels of stress and anxiety
experienced by parents may lead them to try various interventions, such as dietary changes, in
the hope of alleviating their child's symptoms (Hopf ef al., 2016). The desire to have control
over their child's condition may increase parents' tendency to try different diets despite
conflicting evidence.

Parents' perceptions of dietary treatments for autism may be complex, shaped by a combination
of personal experiences, cultural beliefs, and the perceived effectiveness of these interventions.
While parents are open to exploring dietary options, they remain significantly skeptical and
cautious about the true benefits of these treatments. In this context, it is crucial for professionals
working with individuals with autism to provide parents with accurate information and guide
them in critically interpreting scientifically based practices.

Based on the above-mentioned reasons, this study aimed to reveal the opinions and experiences
of the parents of individuals with autism who have been on a diet for a while (at least six
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months) and/or continue to do so regarding the dieting process and its results. For this purpose,
answers to the following questions were sought. Among children with autism;

1. How do parents make sense of their experiences with the diet they apply to their children?
2. How do parents decide on the diet they apply to their children?
3. What is the dietary process that parents apply to their children?
4. What are the opinions and suggestions of parents regarding the diet process?
2. Method
2.1. Research Design

Phenomena gain meaning and diversity through what people perceive as they experience them
in different contexts. Therefore, the meaning attributed to a phenomenon is shaped by people's
experiences (Creswell ef al., 2007; Moustakas, 1994). This study examined how parents of
individuals with autism perceive the diet process through their experiences regarding dietary
practices. The research was conducted using phenomenology design, one of the qualitative
research methods. The study's phenomenon is the dietary experiences of parents with children
diagnosed with autism. The study was conducted with the approval of the Anadolu University
Scientific Research and Publication Ethics Committee for Social Sciences and Humanities.

2.2. Participants

The emergence of the research and identification of participants is a joint product of
unstructured interviews with the researchers and the first researcher's experience working with
parents with Autism. The first researcher, through a parent with a child with autism, became
involved as an expert in the correspondence application group that parents use online. In this
group, where they shared their opinions about their children with autism and their daily lives,
over time, parents started to share information about their lives with their children with autism.
After the researcher learned that the parents tended to diet intensively and shared this situation
with other researchers, the researchers planned the research process together.

The purposeful sampling method can be used in qualitative research depending on the research
purpose and questions. Criterion sampling and snowball sampling techniques are some
techniques within the scope of the purposive sampling method. Creswell (2007) states that the
criterion sampling technique can be used to determine the participants who experience the
phenomenon to be discussed. To access the common experiences of the group regarding a
phenomenon, the snowball sampling technique, which provides the opportunity to reach other
participants after reaching a person with this experience, is one of the purposive sampling
techniques that can be used in phenomenological research (Creswell, 2007; Patton, 2002). In
this study, a) having a child diagnosed with autism and b) having experienced/experiencing
dietary practices were the natural criteria for determining the parents. In addition, the snowball
sampling technique was utilized to reach the parents who met the second criterion.

In phenomenological research, it is generally recommended to form homogeneous groups with
a small number of participants (Smith et al., 2009). However, it is also stated that the number
of participants may vary depending on the phenomenon being studied and voluntary
participation. Dukes (1984) mentions a certain sample size that can be achieved to reveal the
necessary structures of an experience and states that “It would be wise to limit experience
samples to three, five, and perhaps even ten participants” (Dukes, 1984). Creswell (2007)
expresses the researcher's suggestion about this number as three to 10 people, while according
to another source, this number is between 5-25 (Polkinghorne, 1989; cited in Creswell, 2007).
Ersoy (2016) also states that the general opinion regarding the number of participants in
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phenomenology research should be small. However, she adds that the number of participants
required to reveal the relevant phenomenon may be higher in large research projects when
conducted with large teams (Ersoy, 2016). Accordingly, the number of volunteer participants
who could be reached was deemed sufficient for the research, where an adequate number of
experience samples were obtained (data saturation was reached) to understand the phenomenon
under investigation in the relevant context. Thus, nine participant parents in the online
correspondence group who volunteered to share their experiences about dieting with their
children with autism were identified for the study. Participant information is given in Table 1.

Table 1. Participant Information

P Rel. A E.D. Occ. CA AD. D.Dur D.S
Pl Mother 48 High school H.M. 8 3 2y. Cont.
P2 Mother 30 Bachelor’s H.M. 5 1.5 L,5y. Discont.
P3 Mother 32 Bachelor’s H.M. 6.5 2.5 3y. Cont.
P4 Mother 34 Master’s degree H.M. 6 2 4y. Cont.
P5 Mother 36 Bachelor’s H.M. 2.5 2 7 mo. Cont.
P6 Mother 43 High school H.M. 10 4 6y. Cont.
P7 Mother 45 Master’s degree H.M. 9 2 3y. Discont.
P8 Mother 47 Master’s degree H.M. 8 2.5 6 mo. Discont.
P9 Mother 26 Master’s degree Teacher 6 2 3 mo. Discont.

P=Participant, Rel.=Relationship, A=Age, E. S=Education Status, Occ.=Occupation, H.M.=Home Maker, C. A=Child’s Age,
A. D=Age of Diagnosis, D.Dur.=Diet Duration, D.S.= Diet Status, Cont.=Continues, Discont.=Discontinued

2.3. Roles of the Researchers

The research team consists of doctors who have completed their postgraduate education in
special education and an expert continuing his doctoral education. Each of the researchers has
10 years or more of practice experience with children with special needs and their parents. In
the process of working with children with autism and their parents, three of the researchers
learned about parents' dietary experiences in natural experiences. These interactions contributed
to the research planning to present the phenomenon from parents' perspectives. Developments
in the planning of this study occurred when the first researcher interviewed a parent who was
still in education and then reached out to other parents with dietary experiences. Each researcher
gained qualifications in qualitative research methods during their postgraduate education. In
addition, they have conducted research using qualitative research methods.

2.4. Data Collection and Analysis

The data were collected through semi-structured interviews to make sense of the participants'
experiences of a phenomenon in accordance with the phenomenology design (Manen, 2001;
Moustakas, 1994). The researchers jointly prepared the semi-structured interview questions and
finalized them in line with the feedback from three field experts. After obtaining ethics
committee permission (25032022/271262), the data were collected between 31.03.2022-
18.05.2022. At the beginning of the data collection process, a pilot interview was conducted
with one parent on 31.03.2022. The data obtained from the pilot interview were included in the
data set. In the semi-structured interview, questions such as “What did you experience after the
diagnosis process?” “How did you get information about dieting?” “Why did you turn to
dieting?” “Can you tell us about maintaining a diet program with your child with autism?”
“What did dieting mean to you before dieting?” “How do you define dieting now? Why?”” were
asked about experiences related to dieting. Face-to-face interviews with the participants were
recorded with a voice recorder. Information about the semi-structured interviews is shown in
Table 2. Written transcripts of the data kept as voice recordings were made and transferred to
the Word environment.
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The phenomenological data analysis approach proposed by Moustakas (1994) was used to
analyze the data. For the research data, at the first stage, the important statements of the
participants were determined independently by two researchers, and repetitive and irrelevant
statements were removed. Then, common expressions were grouped and brought together. In
the third step, common statements were organized to form themes. In the fourth step,
descriptions were created to reveal the participants' diet experiences and how they experienced
the diet process. In the last step, the themes and findings describing the phenomenon that the
participants created a common meaning from their experiences were finalized (Moustakas,
1994). The coding reliability of the data was calculated using Miles and Huberman's (1994)
Reliability = Agreement/Agreement + Disagreement method. After the coding reliability was
determined to be at 92%, consensus among the coders was achieved in all themes. Information
about the semi-structured interviews is shown in Table 2.

Table 2. Information on Research Data

Participant Location Duration Date

P1 Home 43’ 31.03.2022
P2 Home 49° 03.04.2022
P3 School 49’ 15.04.2022
P4 Home 42’ 19.04.2022
P5 School 43’ 22.04.2022
P6 School 54° 26.04.2022
P7 School 40° 08.05.2022
P8 School 46’ 13.05.2022
P9 School 45° 18.05.2022

2.5. Trustworthiness

To ensure trustworthiness, the data were shared with all researchers simultaneously. After the
transcripts of the research data were checked, the researchers conducted their first analysis
independently. The researchers conducted face-to-face and video conference interviews at each
stage of the analysis process described in the data analysis section. Detailed descriptions,
reaching a consensus on themes, and obtaining participant approval are other steps to ensure
the trustworthiness of the research (Creswell & Poth, 2016). The writing was strengthened with
detailed direct quotations when reporting the research findings. In the analysis process steps,
consensus was reached on themes. After the research findings were analyzed and themes were
created, the results obtained were shared with the participants through unstructured interviews,
and their approvals were obtained.

2.6. Fair Sharing

The importance of creating a context in which participants can also benefit from the principle
of reciprocity for the gains obtained in research is mentioned. This benefit can be organized
according to the research topic, the researcher's role, and the participants' needs (Glesne, 2014).
Most of the parents who participated in the study shared their dieting experiences and
emphasized the importance and priority of education. Some of the parents who were already
following dietary practices stress the contribution of dietary practices to their lives more. Since
the education process of their children with autism continues, interactions with the study
participants naturally continue after the study. In the support provided in this respect, parents
are informed throughout the process that “dietary practices are not a scientifically based
practice” and that “education and parental involvement are the main factors in the
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development of the child with autism.” This information sharing is an ethical requirement not
planned during the research focus but will continue throughout the educational life due to its
nature.

3. Findings

The study's findings are presented through the main themes of the meaning of autism for
parents, deciding on diet, redefining diet with autism, and sub-themes that integrate the
experiences under these themes in line with the parents' advice. At the beginning of each theme,
remarkable direct quotations related to the relevant theme are emphasized. The concept of
“parent” is used to present the findings. Still, the concept is expressed as “family” when the
whole family is considered a system in dietary practices' experiences. Figure 1 shows the main
themes and sub-themes related to the study's findings.

Figure 1. Themes and Sub-themes of The Findings

Dietary Experiences

|
| [ | |

i i idi ' Redefining Parents'
The Meaning of Autism Deciding on a Diet Diet with Anfism Dictary Advice
Contribution of .
— Orientation to diet — diet to the family = Chal]eng%ng
and child aspects of diefing
— arslgil;iclz)gv}el:; lilrri)gm | Challengi‘ng | | Adc\l'ice]for E)g[)(erts
autism aspects of dieting and policymakers

3.1. The Meaning of Autism

“There is a world in my child's brain, and as I try to access that world, it is as if I am in the middle of the
ocean.” (P9)

It was observed that the meaning of autism for parents was shaped by analogies related to the
positive and negative experiences they had with their children. Some of the statements of
parents who perceived the meaning of autism negatively are as follows: “It is like a world that
the child maintains in his/her mind and that the family cannot access” (P9). According to
another participant, it is “a challenging process that needs to be fought patiently and requires
learning to live with autism” (P1). One of the participants emphasized this struggle by
saying, "You are trying to pull your child out of the bottom of a well” (P7). Nevertheless, with
the child's development through education and other practices, parents state that they have made
progress in this challenging process. One parent shares her thoughts on this situation: “When
1 first heard about it, I was so upset, but now I am used to it. We have come a long way with
diet and education” (P7).

Even though they learn to live with autism, difficulties in communication and social skills,
inability to participate in social life, and the emotions that society makes parents feel negatively
affect their lives. The statements of the parents about this situation are as follows:
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"Since we cannot communicate, it means being unable to participate in social life. When this happens,
the whole life is already affected. It is something that affects the entire life very negatively for us” (P5)

"Crying fits in the middle of the road, the reactions of unsympathetic people. When you have a crying
crisis on the bus, people shouting and screaming, make that child shut up. They don't understand you in
any way. They think you are doing violence to the child” (P7)

Some parents consider both positive and negative aspects of autism. The parents express the
fact that autism has both positive and negative meanings as individual differences, the ability
to manage the situation, or the fate of the family. While they accept that the child has individual
differences, they also state that there are facilitating aspects. They explain these facilitating
aspects as the child's temperament and bringing a different perspective to their lives. Some
opinions on this subject are as follows:

“I think autism is a complex condition that progresses differently in every child, depending on the
management of the family; it is a situation that requires patience; it is a situation where you need to be
very stable” (P3)

”...a difference. Yes, but it also has facilitating aspects. For example, how can I put it? It added color to
our lives. It made us look from different perspectives. It showed us that not only everyone can be the same,
but also that differences are acceptable” (P4)

"It has nothing to do with our children or us. It is our fate” (P6)

The parents who made sense of autism based on their positive life experiences saw autism as a
different experience and a process that contributed to their lives. One of the parents described
the meaning of autism to her: “He is a brilliant child, he is very different, he has so many
sensitivities. It is a great experience for me to get used to living with him” (P8). Another mother
who described autism with her child's characteristics said, “... that purity, innocence, not being
gray in any way, being clear, either black or white. I can say that their harmlessness added
color to our lives.” (P4).

Some parents live in the dilemma of disease and disability in making sense of autism.
Sometimes, these thoughts are present in the first days of encountering autism, and sometimes,
they emerge as they follow the child's development. One parent expressed her opinion: “We
are still in this business. It is not over, but I feel that we are very close to the end”
(P2). Another parent describes her experiences with autism as follows:

"At first, people think that this autism is a temporary thing, that he will be educated, he will be treated, it

will be over. Children become a little more comfortable when they learn how to live. It seems as if the
parents are also a little more comfortable, but there is definitely no clear process” (P8)

When the findings on the meaning of autism for parents are considered in general, it is seen that
the processes of encountering autism and learning to live with autism are different. Parents are
understood to constantly struggle while learning to live with autism, observe their children's
differences, and gain life experiences that change the meaning of autism and their perspectives.

3.2. Deciding on a Diet
3.2.1. Orientation to Diet

“While researching on the internet, especially European sources, usually tell us. You will accept
autism.” (P5)

The parents stated that they turned to dieting after encountering dieting in various contexts
while trying to obtain information about autism and observing those around them who benefited
from dieting. Most of the parents utilize the internet and books to get information about autism,
or they become aware of the diet as a result of the guidance of medical doctors. Parents who
accessed the diet as a result of research on the internet and in books described their experiences
as follows:
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"We first heard about the GAPS diet while researching on the internet. Then, I saw the news that the first
autism nutrition clinic was opened in Turkey. I got to know .......... (the doctor she visited). I bought the
book There is a Solution for Autism” (P5)

"4 family on the internet applied this diet to their children and got positive results. When my wife read it,
she had a book there. We bought it, and then we both read the book. Then we tried to apply it ourselves
for a while, but we couldn't do it. Then we started with her dietician.” (P2)

Some parents who researched on the internet emphasized that in addition to the information
they obtained about autism, meeting other parents who had children with autism and were on a
diet was influential in their dieting tendencies. One parent shares how the research she started
on the internet turned into interaction with other parents as follows:

"When my child is diagnosed with autism, you already search for the first information on the internet, but
it is more comforting to learn from someone who has experienced it. There are WhatsApp groups at work;
they post on Instagram under their names to be useful. I was following them. As a result of a mother's
comment, 'this is what happened' in the WhatsApp group, I reached other people doing research.” (P3)

"[ proceeded by meeting with the families one-on-one because the families were more important to us. You
know what they experience, what they see, how they progress.” (P4)

Parents who reported working with doctors and dietitians while turning to dieting stated that
applying to experts created a sense of trust in them and made the diet sustainable. For example,
one parent said, “They could not sustain the diet they started by reading books on their own,
and therefore they consulted a dietician” (P2). Another parent described her experience as
follows: “It turned out that her intestines were very bad. I say that because we went to the
doctor. I trusted him too. I trust him.” (P5).

3.2.2. Seeking Healing and Recovery from Autism

“The intestines are the second brain of the body. When the intestines are healed, diseases are healed, so
this is an adjunctive treatment.” (P2)

“Yes, it is not a disease, but for this child to participate in social life, I need to use the expression of
getting rid of autism. That's why we first heard about the diet.” (P5)

Some of the parents stated that the main purpose of dieting was to “cure” the symptoms of
autism and “get rid of autism”. Parents who see dieting as a practice that improves the symptoms
of autism stated that they started dieting to reduce self-harm, sleep problems, and repetitive
behaviors because they do not feel pain. For example, one of the parents stated that they began
to dieting to cope with their child's self-harm problems due to insensitivity to pain in the
following words:

"[his son's name] had this thing. Insensitivity to pain. The child puts his hand on the stove. No shouting,
no crying... Since I didn't know, I wondered what would affect it, would the food affect it, would the
nutrition affect it, and I found this from the books I read.” (P4)

At the same time, a parent who has a child with autism and allergy problems thinks that diet
will be beneficial for both conditions. Another parent expresses her child's turning to diet to
find a solution to the allergy problem with the following words;

"My son is a child who lives with high allergies and has had a reaction to food since he was born. As he
grew older and entered the autism spectrum, I heard from people around me that this affected repetitive
behaviors. You know, why shouldn't I try? You know, so that years later, I wouldn't wish I hadn't tried. He
is already an allergic child. I set out on this path, thinking it could support both biologically and
psychologically. We started the diet.” (P3)

One parent stated that she took another parent as a model by observing their positive
experiences; "Her child also had autism. He was one year older than my son. That child's
report was dropped. In a way, that child became a model for me, to be honest” (P9). Another
parent stated that she was “very impressed by the idea that the intestines are the second brain
and that she sees diet as an auxiliary treatment” (P2).
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One of the participants emphasized that they set out thinking that their children would be
supported biologically and psychologically with the diet and that the diet practice could play a
role in "getting rid of autism” for their participation in social life. The participant expresses this
thought in the following words;

"I mean, we're on a diet. I need to decide something as soon as possible. And you try something. You think
it won't work, and you try something alternative. This is how it happens. I have to use the phrase getting
rid of autism. Let's accept autism, but let him adapt to social life. His autism may continue. After all, there
is no such thing that it will pass. We know that too” (P5)

In addition to these quotations, one of the parents who explained the purpose of turning to
dieting stated that she “saw and heard of people who overcame autism” with dieting. The parent
describes this experience that affected her as follows:

"I['ve seen people who survived the diet before my eyes. I mean, the children who overcame it only with
diet were only coming twice a week, even for training. Some children survived despite not receiving as
much education as we did.” (P7)

When the parents' aims in turning to diet are considered in general, it is seen that the concepts
of recovery and overcoming/recovery come to the fore. In this context, it can be stated that
parents see autism not only as an experience that contributes to their child's different
characteristics, the challenging process they go through, and their lives but also as a disease that
they hope to recover from.

3.2.3. Seeking Healing and Recovery from Autism

“The intestines are the second brain of the body. When the intestines are healed, diseases are healed, so
this is an adjunctive treatment.” (P2)

“Yes, it is not a disease, but for this child to participate in social life, I need to use the expression of
getting rid of autism. That's why we first heard about the diet.” (P5)

Some of the parents stated that the main purpose of dieting was to “cure” the symptoms of
autism and “get rid of autism.” Parents who see dieting as a practice that improves the symptoms
of autism stated that they started dieting to reduce self-harm, sleep problems, and repetitive
behaviors because they do not feel pain. For example, one of the parents stated that they began
to dieting to cope with their child's self-harm problems due to insensitivity to pain in the
following words:

"[his son's name] had this thing. Insensitivity to pain. The child puts his hand on the stove. No
shouting, no crying... Since I didn't know, I wondered what would affect it, would the food affect
it, would the nutrition affect it, and I found this from the books I read.” (P4)

At the same time, a parent who has a child with autism and allergy problems thinks that diet
will be beneficial for both conditions. Another parent expresses her child's turning to diet to
find a solution to the allergy problem with the following words;

"My son is a child who lives with high allergies and has had a reaction to food since he was born. As he
grew older and entered the autism spectrum, I heard from people around me that this affected repetitive
behaviors. You know, why shouldn't I try? You know, so that years later, I wouldn't wish I hadn't tried. He
is already an allergic child. I set out on this path, thinking it could support both biologically and
psychologically. We started the diet.” (P3)

One parent stated that she took another parent as a model by observing their positive
experiences; "Her child also had autism. He was one year older than my son. That child's
report was dropped. In a way, that child became a model for me, to be honest” (P9). Another
parent stated that she was “very impressed by the idea that the intestines are the second brain
and that she sees diet as an auxiliary treatment” (P2).

One of the participants emphasized that they set out thinking that their children would be
supported biologically and psychologically with the diet and that the diet practice could play a
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role in "getting rid of autism” for their participation in social life. The participant expresses this
thought in the following words;

"I mean, we're on a diet. I need to decide something as soon as possible. And you try something. You think
it won't work, and you try something alternative. This is how it happens. I have to use the phrase getting
rid of autism. Let's accept autism, but let him adapt to social life. His autism may continue. After all, there
is no such thing that it will pass. We know that too” (P5)

In addition to these quotations, one of the parents who explained the purpose of turning to
dieting stated that she “saw and heard of people who overcame autism” with dieting. The parent
describes this experience that affected her as follows:

"I've seen people who survived the diet before my eyes. I mean, the children who overcame it only with
diet were only coming twice a week, even for training. Some children survived despite not receiving as
much education as we did.” (P7)

When the parents' aims in turning to diet are considered in general, it is seen that the concepts
of recovery and overcoming/recovery come to the fore. In this context, it can be stated that
parents see autism not only as an experience that contributes to their child's different
characteristics, the challenging process they go through, and their lives but also as a disease that
they hope to recover from.

3.3. Redefining Diet with Autism

"Dieting was a weight loss tool for us. So, what comes to people's minds when they think of
dieting? Getting rid of excess weight. Now diet is a healthy way of eating for me... So, there are two types
for me right now. It is all about appearance, and it is therapeutic.” (P2)

Parents' redefinition of the diet is presented with the sub-themes of the contribution of the diet
to the family and the child and the challenging aspects of the diet.

3.3.1. Contribution of Diet to The Family and Child

It is seen that the contributions of the diet to the family and the child are the change in the daily
diet of the family and the positive developments that parents observe in their children. Most
participants stated that with the changes in their diets, their daily routines became more regular.
They also reported changes in their own lives in relation to healthy eating. For example, one of
the parents said, "His diet was very selective. She used to choose everything, her diet has
become regularized “(P3). Other examples of parents' shared experiences about the change in
diet and daily routines are as follows:

"My son used to eat bread and tahini and molasses all the time before he went on a diet. In other words,
he had an unbalanced diet. He never ate meat and fish. He gained eating habits with the diet” (P1)

“I mean, I was a person who didn't pay attention to my diet before. I think about it sometimes now; [
would never have thought that the intestines could be so important” (P9)

"[ have now established a system for myself to synthesize what I can in my mind and according to myself
and to feed my family and children healthily. Going in that direction is very effective in improving the

quality of life. My daughter, my eldest, eats vegan; she eats a very healthy vegan diet. She is cautious”
(P8)

"We have nothing to lose. I believe that. There is nothing I wish we hadn't done to the child. We feed the
child very healthy things. At the moment, my child eats vegetables while his peers do not. It is a good
thing that he will gain this habit” (P5)

"It would not be right to sit in front of him and eat. Now only our father eats bread, sometimes (my child)
asks for it. I say it is your father's bread” (P3)

Most of the parents reported that another contribution of the diet was reducing sleep problems
in their daily lives. For example, one participant stated, “We felt very relieved. His perception
increased a lot. His sleep became regular” (P7). In contrast, another participant stated, ‘As 1
said at night, his sleep improved, yes his sleep improved’ (P4). Other parents shared their
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experiences on the subject as follows:

"The child relaxes with the diet, teacher, yes, the child relaxes. His night sleep has improved. He used to
wake up at night and shout at the top of his lungs. They are completely gone. He would sleep for an hour
or two and wake up. Yell and scream” (P1)

"My son never slept at night from when he was born until he was one year old. He slept for two hours; 1
slept for two hours. He woke up all the time. He would wake up at least eight times a night. I mean, we
have counted. We started dieting; we cut everything at once. We stopped the formula; we were on the
formula then. The next day, look at the first day! We followed the diet on the first day. The next morning,
we woke up, I asked my husband, did you wake up at night? No, I didn't wake up, and he asked me, did
you wake up at night? We slept soundly. Since he was one year old, let me say mashallah, I don't want to
jinx him. Thank God he sleeps soundly at night. After we saw that effect at first, we embraced this diet
with more enthusiasm.” (P2).

Most parents reported that their children's behavior changed positively after the diet, including
education. Parents reported that behaviors such as crying, shouting, pinching, biting, hitting,
and self-harming were reduced, eye contact increased, and receptive language skills improved.
Parents stated that they thought that their contribution to the diet also supported the child's
learning in the training they received. In addition, one parent said that it also contributed to
establishing routines that support self-care skills. The experiences shared by the parents as
examples of these contributions are as follows:

"I have been on a diet for two years, and the child has relaxed. My son used to pinch everyone, he used
to pinch me a lot, he used to bite his arm, hit his head against the wall, he used to shout a lot. They were
completely extinguished. His nutrition has been regulated. He became more aware of his surroundings,
attention span, and learning, which, of course, contributed to his education. If I had started a diet when
1 first started education, my son would be at a different point now.” (P1)

"As his bowels improved, he became calmer and more harmonious, so the rate at which the training
worked increased. You know, when we started, he was irritable, yes, for the first month, but then he was
visibly calmer.” (P5)

"[ observed that he became less grumpy after he started the diet. I think his direct perception is better
now; his perception has improved slightly. When I think about how he looks when he eats when I think
about the time he looks like he doesn't hear what I say at all, he becomes a more focused child, so in that
sense, I see the positive effect.” (P3)

"When the child misses gluten, they are more, how shall I put it, they shut down, they are more like
themselves. Or when he misses sugar, he makes a good noise and covers his ears more. This head-banging
improved with nutrition. They were spinning on their own. That has improved. His perception opened
up. Her receptive language increased even more (P4)

"There are visible things; for example, eye contact has increased greatly. We already had eye contact,
but it was limited. He used to look at us from a distance, but when we picked him up, he wouldn't look
into our eyes. That has increased a lot. I mean, of course, since we started diet, education, and
occupational therapy all at the same time, our awareness increased. That is, we made a very good
progress in the child.” (P2)

“As I said in the field of self-care, you know, he eats his food, he takes his plate, puts it on the counter,
then he goes, rolls up his sleeves, washes his mouth, washes his hands, and so on, you know, a hand
washing ritual has emerged after the meal.” (P9)

The parents who participated in the study described with different examples that their children
had a healthy diet with the diet, that intestinal healing was important, that health problems such
as constipation decreased, and that a balanced diet was added to their lives. It is seen that the
diet has various contributions to the child and the family. On the other hand, families also talked
about the difficulties they experienced during the diet process.

3.3.2. Challenging Aspects of Dieting

Although dieting now means “healthy eating” for parents, the difficulties experienced during
dieting make “sustainability” difficult. Parents explain these challenges with the difficulties

199



Kurnaz et al. PUJE 65, 188-210 [2025]

experienced by the child with autism, the cost of the diet, the time allocated for diet preparation
and follow-up, and the factors that disrupt the diet order. Parents emphasized that especially the
first month of the diet was quite challenging for the child with autism regarding his/her reactions
to the meals prepared according to the diet. They also stated that the child was not full when he
wanted food and ate uncontrollably. They noted that the absence of bread in the meals made it
difficult for the children and that not being full increased the demand for food (P2, P3, P4, PS5,
P8). Examples of the statements of parents about these difficulties are as follows:

"He has demand, that is, he wants a lot. He wants to eat a lot and eats mindlessly. For example, when he
sees bread, he doesn't want to take a bite like us, he wants to take a slice and put it in his mouth.” (P8)

"As I said, they are not full. The meals are tiny. It is not enough because there is no bread. Of course,
while his siblings can eat pudding, he cannot. The moment he gets his hands on it, he eats it without
forgiveness. Not being full and constantly wanting to eat are very difficult to suppress. It became more
difficult as I got older.” (P4)

In addition to the reactions and food demands of the child with autism to the diet, one parent's
experience was that the typically developing siblings of the child with autism also had
difficulties during the diet process. The participant stated that their other children also reacted
to this situation and could not eat the foods they craved because of their siblings with autism.
In this case, she adds that sometimes their daily routines are disrupted, and they may experience
the problem of “not being able to sit at a common table” (P4).

One of the critical challenges parents experience during the diet process is the cost of the
products. The fact that the foods used in diet meals are special products such as gluten-free,
sugar-free, organic, etc., and that parents have to cover these foods for all meals makes the
“sustainability” of the diet difficult. For example, for a parent, even the fact that the child has
to eat different meat products daily in diet meals is considered costly. The parent explained this
situation as follows: “I can give one vegetable at intervals of four days. Every day, this child
has to eat, for example, meat, fish one day, meat, meatballs one day, which is costly, so it is
difficult to sustain “(P1). Parents stated that the diet shook the family budget and that accessing
organic foods, which are already expensive, is more restrictive and challenging. One of the
participants exemplifies this difficulty as follows:

"The cost is too high. Let me put it this way, teacher. For the simplest example, we can eat four people
with one or two liras worth of pasta and get up full. But ...... 's pasta costs twenty-seven liras and is half
the size of a pasta. This is the simplest example. Our bread is one lira, two liras. His bread is twenty
liras. So, for example, while others eat biscuits, we buy him a biscuit recommended by his gluten-free
doctor. While we buy biscuits for three liras, his biscuit is twenty-five or twenty-six liras.” (P4).

Parents use food supplements during the diet process. Another costly challenge for parents
during the dieting process is the use of food supplements. Some parents characterize these
products as “supplements” and others as "medicines.” The fact that food supplements are
imported from abroad and put on the market indexed to foreign currencies is a challenge for
parents. It is reported that parents spend between 1500-3000 TL on food supplements in three
months and that these payments vary with increases in the exchange rate. Although some
parents have difficulty buying supplements, they may see this situation as an “advantage”
or "precaution” by pushing their budgets. Parents emphasized their experiences with
supplements with the following examples:

"We used a lot of supplements, and they all cost extra. I mean, two or three years ago, we used to buy a
box of medicine for six hundred liras, five hundred livas, and only this one box. So, when we gave four or
five different supplements, almost two to three thousand liras of medicine money was spent in two
months. Of course, what I am talking about is three years ago. Prices may have increased many times
more now” (P2)

"There was a phosphorus food supplement. When we bought it, it cost fifteen hundred liras a bottle. The
bottle lasts about three months. We used it for nine months. We also use it for allergies. We turned this
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situation into an opportunity” (P3).

“You know, rather than the child using psychiatric drugs, rather than using them after the problems arise,
it is not a problem for me to pay for such supplements, to take timely precautions; I mean, it is not a
problem for me” (P5).

99 ¢

According to some parents, responsibilities such as “lack of time”, “constant preparation”, and
“keeping track of meals” during the diet process are expressed as factors that challenge the
family's daily life flow (P6, P7). One of the parents emphasized that it was tough for her to do
everything on time and in full during her child's diet process and that "constantly concentrating
on preparing meals” affected their daily lives. She conveys these experiences in the following
sentences:

"Let's make some soup and let him eat it. That's not how it works. How about what I'm going to tell
you? He will have a soup with no rice, no flour, no grains of any kind. But it will be prepared in
advance. You will prepare it. You won't say, “I couldn't make it today, this can't happen. You will be
constantly concentrating! Everything will be organized.” (P6).

One parent who thought that they completed the diet process stated that "they will now continue
their lives with regular nutrition, but their child with autism will also be fed with healthy foods
prepared at home that day.” She added that with the diet, "there are no ready-made foods in
their lives, they are tired of preparing special foods and think that their other children will feel
more comfortable” (P7).

Other factors that make it difficult for families to maintain the diet are any situations that disrupt
the routine established with the diet. These include difficulty accessing food diversity, mass
media broadcasts, foods sold in the immediate environment, the content of meals in the school
environment, and the perspectives of people in the immediate environment on dieting. Families
need help accessing the foods in diet meals and ensuring meal variety. One parent described
this difficulty by saying, "I can give a vegetable at intervals of four days, it is challenging, but
I apply it.” (P1). Another participant stated that they could not access diet-appropriate foods in
the market and purchased them by researching (P2). Another parent described her experience
of difficulty in accessing food as follows: “It was tough for me to find gluten-free products, to
find healthy meat, to find healthy things and to produce gluten-free main products.” (P8).

Parents whose children attended school stated that one of the difficulties they experienced in
maintaining the diet was feeding times at school. They emphasized that since the meals and
foods sold in the school environment do not comply with the child's diet program, their children
have difficulty and cannot participate in the feeding time, which is a social activity. One
participant said, “She attends kindergarten and is currently in the kindergarten class. The
children's nutrition lists are always pastry. Honestly, I am forced to make something up. The
kindergarten's nutrition program and the child-specific program do not match. “(P9). Another
participant stated that her child "had difficulty maintaining her diet after tasting the packaged
foods that her friends ate at school” (P2). In addition, there was a parent who stated that "food
preparation activities organized in schools also disrupt their children's diet meals, so the child
is deprived of such social activities” (P3).

Another situation that challenges parents is the mass media's broadcasts about food or in which
food is included. One participant shares the experience affecting her child with the following
statements:

"So there is a problem with sustainability. There is this television. I mean, when there are ice cream
commercials on TV twenty-four hours a day, we can always hold my child when he is little, but when he
is older. He stands in front of you and says I want it.” (P8)

According to parents, another factor that makes it difficult to maintain the diet is the immediate
environment. In addition to the places in the immediate environment and the experiences in
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these places, the perspectives of relatives and friends on dieting challenge parents (P2, P3, P4,
P5, P7, P9). One participant described this difficulty, which caused them to miss out on
opportunities to live in the immediate neighborhood, as follows:

"It is very difficult because when we go to social environments, in the park, in the mall, in the market, on

the one hand, you want my child to go to the market, to shop, to learn. On the one hand, you have to keep
them away. I have left the market with my hair disheveled, dragging my son in one arm.” (P3)

The perspectives of people close to families on dieting make it difficult for them to find social
support. While many families struggle with these reactions, some families hide the fact that
they are on a diet from their close environment. For example, one mother stated that the purpose
of dieting was to "solve her child's constipation problem”. Thus, she reported that “those
around them accepted the situation and did not engage in any diet-breaking behavior” (P2).
Another parent stated that she had difficulty “acclimatizing” extended family members such as
grandparents by “maintaining a consistent attitude and making suggestions without offending
them” (P3). For one parent, the diet also affects the time spent with relatives. The participant
describes this situation as follows:

"There are a lot of people who tell them to eat, to separate them from other children. Or there is a crisis
when something that should not be eaten is brought up even among close relatives and family
members. Or I wait in the room with my child, and everyone eats. Then we leave” (P4)

All these situations that challenge parents during dieting do not prevent them from continuing
the diet. From this perspective, parents make various suggestions to other families and experts.
On the other hand, they also share their expectations from experts and legislators with their
suggestions due to the difficulties they experience during the diet process.

3.4. Parents’ Dietary Advice
3.4.1. Advice for Families

"Il mean, sometimes I want everyone to hear. I want all families with autism to hear. If there are families
with autism that I see in the institutions I go to, I say, look, I follow such and such a diet. I get very good
feedback from my child. You should do it too; you should do it too. Because now they know that there is
no cure for autism, all doctors, everyone knows.” (P9)

"[ try not to recommend it to anyone; I just say yes, we do it when the subject comes up because everyone's
dynamics are different. I established this order in the family even though it was difficult. Since everyone's
family dynamics are different, I don't want it to be dragged into chaos. If someone shares this, I encourage
them to investigate and deal with it.” (P3)

The parents intensively advised other parents to start dieting at a young age and to continue
education at all times. They also suggested that they should research autism and diet, pay
attention to information based on scientific data, observe their children, and continue the diet
under expert control. One parent emphasized that "dieting without a doctor's supervision is not
appropriate, and if they do not know which foods their children are intolerant to, the diet will
be torture for the child.” She also warned about undesirable results, saying, “Everyone is on a
diet for autism. Saying that I should follow it too and making the child drink dairy products
when they are bad for him/her or vice versa may cause more negative consequences” (P4).
Another parent emphasized that the diet should be implemented in line with the information
provided by experts and also stressed the importance of education with the following words:

"You know, when you don't follow that list, it greatly affects you when you have two or three flings. The
list should be followed directly without making any loopholes. If it goes directly with the list, you can
already see the improvements in the child. There is no such thing as eating a diet but not going to
training. You will both do the diet and go to training. You will not give up on your child.” (P9)

One participant stated that she was “cautious about recommending the diet because the
dynamics of each family are different” (P3). Another parent emphasized that the aim of the diet
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should not be to “fix autism © and that families should only set out with the aim of ’alleviating >
the effects of autism. She conveys these suggestions to families as follows:

"Rather than the belief that it is a one-to-one autism corrector, it should be looked at in terms of how
much I can alleviate autism by correcting my child's bowel movements or eating. How much can I open
his perception, how much can I raise his awareness, and how much can I make him adapt to the
environment? In other words, it is more accurate to think about how well I can make my child better with
diet and reduce the effects of autism rather than the perception that if I diet, I will defeat autism.” (P4).

When the suggestions of dieting parents to other families with children with autism based on
their own experiences are considered, it is seen that they prioritize education and find it
appropriate for other families to diet as a result of the contributions they provide to their children
with diet. However, they also emphasize that parents should research and get expert support. In
addition, they state that diet should not be seen as a cure for autism and that each family should
continue the diet by planning in the context of their own daily life and conditions.

"[ can do the diet, but there is no such thing as not going to training. You will both do the diet and go to
training. You will not give up on your child” (P9)

3.4.2. Advice for Experts and Policymakers

Parents' suggestions to experts are that they should conduct research on dietary practices in
children with autism and not be prejudiced against the attempts of families without conducting
research. Parents expect special education teachers and health specialists not to show
discouraging attitudes in the arrangements they make regarding their children's diet with the
support of special education teachers and health specialists. One participant conveyed this
situation with the following statement. “I am frankly against such statements that you should
not do it for sure or do it immediately, you need to do it urgently. You know, investigate; I think
they should remain unresponsive.” (P3). Another participant stated that special education
teachers should support families and expressed her demand that they should not have ready-
made and packaged food while using reinforcers and at other times with the following words;

"Now, when we started this diet, most special education teachers did not support us much. Now, when it
is researched a little bit when it is looked at a little bit when it is researched in many different ways, it is
really beneficial. I want the special education teachers' specialists to support their families in this
regard... I have always told the teachers, look, we are on a diet at that time. Let's not use such a
reinforcer. There were times when we had a lot of difficulty.” (P2)

Parents' expectation from academics working in the field of special education is to investigate
further family experiences regarding dietary practices and medication use in children with
autism. One of the parents expresses their demands for research on medications used with diet
with the following words: “...I don't know if I am on the right or wrong path. When I see the
positive aspects of people who have tried it, I can't help but do it. But I would like to see research
on how much benefit and harm there is” (P9). Another parent stated that the reasons why parents
turn to dieting should be investigated with the following words;

"There really needs to be research on whether this diet is beneficial or harmful. Autism is increasing like
an avalanche, and people are desperately attacking it. First of all, I would like universities to conduct
research on this like you” (P8)

Some of the participants also had suggestions for legislators. These include the training of
experts on the diet applied to children with autism and ensuring that they are assigned,
especially in the cities where families with children with autism live. At the same time,
providing state support for the costs of supplements and medicines and increasing the hours of
education for children are among the expectations of families from legislators (P2, P3, P8, P9).
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4. Discussion, Conclusion, and Suggestions

This study aims to determine the views and experiences of the parents of individuals with
autism who have been on dietary practices for a while and/or are still on dietary practices
regarding the process and outcomes of dietary practices. The study's findings provide a
perspective to explain in depth the experiences of parents of individuals with autism regarding
dietary practices and their perceptions of the process and outcomes of these practices.

The findings of the study reveal that the reasons why parents of individuals with autism turn to
dietary practices are directly related to their efforts to cope with the behavioral and
physiological difficulties experienced by children with autism. This finding is in line with
research findings (Wilson et al., 2021; Winburn et al., 2014), which indicate that high levels of
stress and anxiety experienced by parents of individuals with autism lead them to alternative
treatment methods. In addition, the study's findings showed that parents generally relied on the
internet, social media, written sources, and the experiences of other parents when turning to
dietary practices. It can be said that the findings of the study expand the literature in this respect.
However, the lack of evidence on the scientific effectiveness of dietary practices (Dosman et
al., 2013; Sharp et al., 2013) may negatively affect parents' trust and sustainability of these
practices. To provide accurate information to parents of individuals with autism and to expand
the literature, studies examining the long-term effects of dietary practices are still needed.

According to the findings of the study, one of the most common reasons why parents of
individuals with autism turn to dietary practices is the digestive problems and sensory
sensitivities that are frequently observed in children with autism. In the literature, studies
(Adams et al., 2021; Breaks et al., 2022) examine how these problems affect the quality of daily
life of individuals with autism and how they lead parents to seek alternative solutions. In this
respect, the research findings support similar studies in the literature and expand the findings
of these studies. On the other hand, digestive problems common in individuals with autism,
especially sensitivities to substances such as gluten and casein, trigger parents to implement
gluten-free and casein-free diets (Elder et al., 2006; Mari-Bauset et al., 2016). However, the
lack of scientific evidence on the effectiveness of these practices leads parents to resort to
alternative information. In light of these findings, conducting more comprehensive and long-
term studies examining the physiological and behavioral effects of dietary practices is essential.
In addition, there is an ongoing need for research comparing common dietary interventions,
such as gluten-free/casein-free diets, with other scientifically based treatment modalities (e.g.,
applied behavior analysis).

According to the findings, parents reported some positive outcomes of the dietary interventions,
such as increased frequency of eye contact, improved sleep patterns, and decreased behavioral
problems. These findings align with similar studies in the literature (Eaton, 2019; Gogou &
Kolios, 2017). However, studies in the literature (Elder, 2008) have contradictory findings
regarding such interventions’ overall effectiveness and permanence. This uncertainty creates a
dilemma in parents' attitudes towards dietary interventions, leading them to maintain a cautious
and skeptical approach while directing them to these interventions with hope. Studies
examining the sustainability of dietary interventions should also assess the psychological and
economic burden of these interventions on the family. In particular, studies investigating the
financial impact and accessibility of dietary interventions may contribute to developing cost-
effective support mechanisms for different socio-economic groups.

One of the study's significant findings is parents' challenges during dietary practices. Because
diets do not adapt to children's eating habits, creating two different diets at home and the
financial burden of dieting, make it easier for parents to maintain these practices. These findings
align with similar studies in the literature (Lavelle et al., 2014; Hopf et al., 2016). In addition,
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research examining the economic and social effects of such practices will contribute to a better
understanding of families' difficulties and finding solutions. On the other hand, studies planned
to examine the effects of dietary practices on parent-child interactions may help to understand
how dieting affects family dynamics and children's social behaviors.

The impact of cultural and societal factors on parents' attitudes towards dietary practices is also
an essential study finding. Shyu et al. (2010) state that cultural beliefs and social norms shape
parents' treatment preferences and perceptions of the potential benefits of practices. In this
study, Turkish parents were found to be influenced by their social support structures and
interactions with other parents. The fact that parents see the experiences of other parents as
more reliable than written and online sources is in line with the findings of similar studies (Ly
etal., 2017; Wilson et al., 2021), which show the importance of cultural and social interactions.
Providing culturally sensitive and scientifically grounded guidance services may encourage
parents to access reliable information and use scientific practices. Studies investigating parents'
attitudes from different cultural and socio-economic groups towards dietary practices may
facilitate adopting these services.

Parents' interest in dietary practices is based on their search for a promising solution despite its
lack of scientific basis. This search increases the attractiveness of alternative practices without
scientific and reliable information (Anwar ef al., 2018). This calls for a better understanding
and support of parents' decision-making processes and treatment choices. Qualitative research
examining the impact of parents' high levels of stress and anxiety on treatment choices may
allow us to understand the psychological factors in this process better.

In conclusion, the findings of this study illuminate the motivations and experiences of parents
of individuals with autism towards dietary practices. Although dietary interventions have
certain potential benefits, the need for a more scientific basis for these interventions and the
difficulties experienced by parents limit the sustainability and impact of such interventions.
Future research should examine the long-term effects of dietary interventions on children with
autism and their social and economic burden on the family. Expanding one-to-one counseling
services for parents and providing easy access to scientifically based information can help
parents make informed decisions. Studies conducted with multidisciplinary research teams can
help us better understand the multifaceted effects of diet and help parents adopt scientifically
based practices.
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