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Abstract

Background: Autism spectrum disorders (ASD) associated with neurodevelopmental condition characterized with
repetitive behaviors, lack of social communication. The annual increase in ASD indicates the need to increase awareness of
ASD among the population in order to reduce stigma, as well as among parents of early recognition of the first symptoms of
ASD. The aim of our study to identify the perception of population about ASD.

Methods: We developed a questionnaire in both Kazakh and Russian languages based on a comprehensive literature
review. The survey was conducted across all regions of Kazakhstan using a Google Form, which was distributed through
specialists in primary health care and parent groups with children diagnosed with ASD. A total of 410 respondents aged 18
years and above voluntarily participated in the survey. The collected data underwent statistical analyses using MS Excel and
SPSS13.

Results: The survey primarily attracted participants aged 25 to 54 years. This may indicate that information about the
prevalence of autism and organizations dealing with this issue is not widely disseminated among other age groups. The
overwhelming majority of respondents were unaware of the prevalence of autism in Kazakhstan. This suggests that
awareness about this issue remains low and requires additional education and information dissemination efforts. Despite
limited awareness of the prevalence, respondents observed a growth in autism cases. This might be a sign of increasing
awareness about the issue, but the lack of specific information about its scale could be a concern. Respondents also
demonstrated limited knowledge about the nature of autism and organizations working in this field.

Conclusion: There is a pressing need to carry out awareness-raising initiatives among the general population regarding
autism and its characteristics, as well as providing essential support to parents and caregivers of children with ASD.

Keywords: autism spectrum disorders, population, perception, Kazakhstan.
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Beepenue. Pacctpoitictea ayTtuctudeckoro cnektpa (PAC), cBA3aHbl C HapyLleHWeM pa3BUTUSI HEPBHOM CUCTEMbI W
XapaKTepU3ylTC  NOBTOPSIOWMMCS  NOBEAEHMEM, HEeJOCTaTKOM  couuanbHoro  oblieHus.  ExerogHbii  pocT
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pacnpocTtpaHeHus aytusma (PAC) cBuaeTenscTByeT 0 HEOOXOAMMOCTM MOBbILEHUS WH(OPMMPOBAHHOCTM HaceneHns ob
9TOM PacCTPONCTBE C LieMnbio CHUKEHUS CTUrMaTu3aumm 1 0becneveHns paHHEro BbISIBNIEHUS NEPBbIX CUMMNTOMOB Y AeTeil.
Hawe uccnegoBaHve HanpaBneHO Ha BbISBMEHWME OTHOLIEHWS OBWecTBa K ayTuaMy, a Takke Ha OLEHKYy YPOBHS
WH(OPMUPOBAHHOCTW HAaCcENEeHNs O 4aHHOM PacCTPONCTBe.

Metoabl. Ha ocHoBe o630pa nutepaTypbl Obina paspaboTaHa aHkeTa Ha Ka3axCkOM W pycckom sibikax. Onpoc
MPOBOAMNCS BO BCEX pervoHax KasaxctaHa ¢ mcmonb3oBaHueM google-opmbl, KoTOpas pacchinanach no noyte yepes
CneumanucToB NepBUYHOTO 3BEHA 3APaBOOXPaHEeHWs, rpynnbl pogutenen ¢ getemn ¢ PAC. B onpoce gobpoBomnbHO
npuHanu yyactue 410 pecnoHgeHToB B Bospacte oT 18 neTr u crapwe. CTaTUCTUYECKMA aHanu3 NPOBOAMNCS C
ucnons3osaHuem MS Excel n SPSS13.

Pe3ynbTtatbl. Onpoc NpuBnexk B OCHOBHOM PECMOHAEHTOB BO3pacToM OT 25 00 54 neT. 3T0 MOXET ykasbiBaTb Ha TO,
YTO WHEOPMALMA O pacripoOCTPaHEHHOCTM ayTuaMa W OpraHu3auumsx, 3aHUMaloLLMXcs 3TOM Mpobremon, HemocTaTouHO
pacrnpocTpaHeHa cpean Apyrux Bo3pacTHbix rpynn. Mopasnsiowee BONbLINHCTBO PECNIOHAEHTOB HE UMENM NPeaCTaBNeHMS
0 pacnpoCTPaHEHHOCTU ayTuaMa B KasaxctaHe. 3TO MOXET ykasbiBaTb Ha TO, YTO OCBELOMMEHHOCTb O JaHHOW npobneme
OCTaeTCA HU3KOW U TpebyeT AOMOMHUTENBHOTO NPOCBELEHUST W WHGOPMALMOHHOM paboTbl. HecmoTps Ha HW3KYHO
OCBEAOMIIEHHOCTb O PacpOCTPAHEHHOCTH, PECMOHOEHTbl OTMEYaloT POCT ayTuaMa. PecnoHaeHTbl Takke nposBUIN
HE[O0CTaTOYHYI0 OCBEAOMIIEHHOCTb O TOM, KaK MpOsBNsSeTcs aytuam, W 00 opraHusauusix, kotopble paboTatT B 3TOM
obnacrw.

BbiBoa. Heobxoguma peanusaups MeponpusITUil MO MOBBILIEHMIO OCBELOMMEHHOCTU HaceneHus ob ayTuame u ero
TEYEHWM, a TaKKe O TOM, KaK OKasaTb NOAAEPXKKY PoauTENsaM v onekyHam geten ¢ PAC.

Knrouesble cnosa: paccmpolicmea aymucmu4eckoeo cnekmpa, HaceneHue, socnpusimue, Kasaxcmar.
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Kipicne. Aytuam cnekTpiHiH, 6y3binybl (ACB) Xyike XYWeCiHiH AaMybiHbiH, 6y3binybiMeH BalnaHbICTbl XoHe
KaiiTanaHaTbiH MiHE3-KYIIbIKNEH, SneymMeTTiK KapbiM-KaTbiHacTbIH, 6onMaybIMeH cunatTanagbl. AYyTU3MHIH, TapanyblHbIH
Kbl CaliblHFbl ©cyi (peT) cTUrMaTM3auwsHbl asalTy xoHe Oanmanapgafbl anFawkel Oenrinepgi epTe aHbiKTayabl
KamTamachl3 eTy MaKcaTbiHAa XanbIKTblH, OCbl 6y3bINbIC Typarnbl xabapaapnbiFbiH apTThipy KaXeTTinirH kepceTedi. bisgin
3epTTeyimMi3 KOFaMHbIH, ayTU3Mre KaTblHAaCbiH aHblKTayFa, COHAAM-aK XanbIKTbiH 0Cbl Oy3binbic Typansbl xabapgap 6ony
AeHreliH baranayra GarbiTTanfaH.

Opictepi. OpebuetTepai wony HerisiHoe Kasak XaHe OpbIC TingepiHae cayanHama o3ipneHai. CayanHama
KasakcTtaHHbIH Gapriblk eHipnepiHae aeHcaynblk caktayablH 6acTankel OybIHbIHBIH, MamaHgapsl, ACB 6ananapel 6ap ata-
aHanap ToObl apKbinbl MoWTa apKeinbl xibepinreH google-HblCaHbIH ManganaHa oTbipbin Xypridingi. CayanHamara 18
¥actaH ackaH 410 pecrnoHAeHT e3 epkiMeH KaTtbicTbl. CTatucTukanbik Tangay MS Excel xoHe SPSS 13 kewmerimeH
Xyprisingi.

Hatnxenep. CayanHama HerisiHeH 25 neH 54 xac apanblfblH4aFbl PeCNOHAEHTTEPAI TapTThl. byn ayTu3MHIH, Tapanyb!
XOHe OCbl MACeNeMeH aiiHambicaTbiH YMbIMAap Typarnbl aknapart backa ac TonTapbl apacblHAa KeH TapanMaraHbiH
KepceTyi MyMkKiH. PecnoHgeHTTepsiH, bacbim kenwinirivge KasakctaHaa ayTuaMHIH, Tapanybl Typarnbl TYCiHiK OonFaH oK.
Byn OepinreH macene Typanbl xabapgmap 6ony TemeH 6ombin KanaTbiHbIH X8He KocbiMla 6inivM MeH aknapatTblk
XYMbICTbI KQXET eTETiHIH KepceTyi MyMKiH. Tapanybl Typanbl xabapaapbIKTbliH TOMEHAIMNHE KapamacTaH, PeCroHAEHTTep
ayTU3MHIH, ecyiH atan eTefi. PecnoHaeHTTep ayTW3MHIH, Kanain KepiHeTiHi %aHe ocbl canafa XyMbIC iCTENTIH yibiMaap
Typanbl xabapAapnbIKTbIH, KeTKINIKCi3giriH KepCeTTi.

KopbITbIHABbI. XanbIKTblH ayTU3M XoHe OHblH, bapbiCbl Typanbl xabapaaprbifblH apTTbipy, coHgan-ak ACB bap
BananapaplH aTa-aHanapbl MEH KaMKOpLUbINapbIHa Kanait Konaay KepceTy XeHIHAEr ic-Luapanapabl iCke acbipy Kaxer.

Tylindi ce3dep: aymusm cnekmpiHiH 6y3binybl, XanbiK, Kabbinday, Kasakcmat.
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Introduction

Autism spectrum disorders (ASD) associated with
neurodevelopmental condition characterized with repetitive
behaviors, lack of social communication. Global prevalence
of ASD was 65 per 10,000[11], other research identifies
pooled prevalence 0.72% [10].

Care for people with ASD is provided by a
multidisciplinary team from different sectors such as health,
education and social services. The lack of a single standard
of care leads to the difficulty of early detection and care of
patients with ASD. Given the different manifestations of the
disorder and its characteristics, an individual selection and
development of a treatment program together with a
multidisciplinary team is required. In addition, studies show
that caregivers or parents of patients with ASD are often
prone to psychological distress. Therefore, in addition to the
ASD patients themselves, the support of family members
and caregivers is required.

Another important aspect is the awareness and public
perception of patients with ASD. The annual increase in
ASD indicates the need to increase awareness of ASD
among the population in order to reduce stigma, as well as
among parents of early recognition of the first symptoms of
ASD. Various studies in this area indicate a lack of
awareness of the population about ASD, for example, the
public may perceive that people with ASD lack empathy and
are prone to violence [6,7]. The aim of our study to identify
the perception of population about ASD.

Methods:

Demographic variables and key questions about the
perception of ASD among population were selected based
on the available published literature [4]. The questionnaire
provided in Kazakh and Russian languages. The survey
was conducted online using a google-form. The mailing was
carried out through specialists in primary health care,
parents’ group with ASD children. Participants attended
voluntary. The survey was conducted in all regions of
Kazakhstan. Table 1 shows the number of participants by
regions. The survey took participants over 18 years of age,
voluntarily. The data of the researcher were also presented
to provide feedback if questions arise from the survey
participant. The identity of participants was not requested to
ensure confidentiality. The sample size was calculated from
the population with 5% accuracy, 95% confidence interval,
and a 20% increase in potential loss. Initially, the sample
size was estimated at 460 people, after exclusion of missing
data 410 respondents included for analysis.

Statistical analyses were performed using the MS Excel
and SPSS13. A descriptive analysis was performed and

variables were tested using a chi-square test. Statistical
significance was determined by p-values <0.05. A
comparison was made in the perception of ASD between
urban and rural residents.

The study design and questionnaire were approved by
the Research Ethics Committee of Suleyman Demirel
University (Protocol number 6, from 6 March 2023), Aimaty
oblast, Kazakhstan.

Table 1.
The number of participants participated in this study by
regions.

Regions N(%)
Astana city 61(14,88%)
Almaty city 130(31,71%)
Akmola region 12(2,93%)
Aktobe region 28(6,83%)
Alma-Ata's region 35(8,54%)
Atyrau region 14(3,41%)
West-Kazakhstan region 24(5,85%)
Jambyl Region 21(5,12%)
Karaganda region 10(2,44%)
Kostanay region 9(2,20%)
Kyzylorda Region 16(3,90%)
Mangistau region 4(0,98%)
Turkestan region 7(1,71%)
Pavlodar region 7(1,71%)
North-Kazakhstan region 2(0,49%)
East Kazakhstan region 11(2,68%)
Shymkent 9(2,20%)
Abay region 3(0,73%)
Zhetysu region 4(0,98%)
Ulytau region 3(0,73%)
Total 410(100,00%)
Results:

The survey involved a larger number of residents of
cities compared to rural, aged 25-54 years. Among urban
residents, the largest number of respondents had higher
education, while among rural residents, the indicator was
evenly distributed among those with secondary and
secondary specialized education. The largest number of
respondents had a job 61.2%, where the rate was higher
among urban residents (Table 2).

The largest number of respondents noted uncertainty
about the prevalence of autism (autism spectrum disorder
and Asperger's syndrome) in Kazakhstan 45.9% (p=0,004),
figure 1, however 53.2% respondents indicate the rise of
ASD among population of Kazakhstan (p=0,005) table 3.
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Table 2.
Characteristics of survey participants.
Characteristics Urban Rural Total
Gender Male 64(20,6%) 50(50,0%) 114(27,7%)
(p<0,001) Female 246(79,4%) 50(50,0%) 298(72,3%)
Total 310(100,0%) 100(100,0%) 412(100,0%)
18-24 44(14,2%) 8(8,0%) 52(12,7%)
25-34 103(33,2%) 20(20,0%) 123(30,0%)
35-44 101(32,6%) 25(25,0%) 126(30,7%)
@){%,001) 45-54 41(13,2%) 21(21,0%) 62(15,1%)
55-64 14(4,5%) 12(12,0%) 26(6,3%)
65-74 5(1,6%) 11(11,0%) 16(3,9%)
75 and elder 2(0,6%) 3(3,0%) 5(1,2%)
Total 310(100,0%) 100(100,0%) 410(100,0%)
Higher 217(70,0%) 39(39,0%) 256(62,4%)
Level of education Secondary special (college, etc.) 62(20,0%) 27(27,0%) 89(21,7%)
(p<0,001) Secondary (school) 20(6,5%) 28(28,0%) 48(11,7%)
Incomplete secondary (school) 11(3,5%) 6(6,0%) 17(4,1%)
Total 310(100,0%) 100(100,0%) 410(100,0%)
Employed 204(65,8%) 47(47,0%) 251(61,2%)
Unemployed 22(7,1%) 10(10,0%) 32(7,8%)
Occupation Pensioner 12(3,9%) 20(20,0%) 32(7,8%)
(p<0,001) Student 27(8,7%) 12(12,0%) 39(9,5%)
Housewife 44(14,2%) 10(10,0%) 54(13,2%)
Other 1(0,3%) 1(1,0%) 2(0,5%)
Total 310(100,0%) 100(100,0%) 410(100,0%)
64,0
m Urban (%) m Rural (%) Total (%)
459
40,0
185 144 12 9
i e T lil -
s I l 032705
10f25 1 out of 50 1 out of 100 1 out of 1000 1in 10,000 Not sure | prefer not to
indicate

Figure 1. Public awareness of the prevalence of autism in Kazakhstan
(Autism spectrum disorder and Asperger's syndrome).

A third of the respondents correctly indicated that a  people are often prone to violence (table 3). Autism is a
child with autism will not grow out of this condition (32.4%; neurodevelopmental disease, however 42.9% consider it
p=0.029), and also about half of the respondents agree that ~ a mental iliness, while 23.2% are unsure of the answer
it is difficult for people with autism to make friends 51.7%  and 2.7% chose not to answer this question, indicating a
(p<0.001) and they can go in for sports 51.0% (p<0.001). In  lack of awareness among the population about ASD
addition, 41.5% (p<0.001) do not agree that autistic  (table 3).
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Table 3.
Public awareness of autism.

Questions Urban Rural Total

true 91(29,4%) 40(40,0%) 131(32,0%)
A child with autism will grow out of | not true 98(31,6%) 35(35,0%) 133(32,4%)
this condition (p=0.029) not sure 116(37,4%) 22(22,0%) 138(33,7%)

| prefer not to answer 5(1,6%) 3(3,0%) 8(2,0%)

true 167(53,9%) 51(51,0%) 218(53,2%)
The number of autistic people is not true 55(17,7%) 32(32,0%) 87(21,2%)
growing in Kazakhstan (p=0.005) not sure 82(26,5%) 14(14,0%) 96(23,4%)

| prefer not to answer 6(1,9%) 3(3,0%) 9(2,2%)

true 134(43,2%) 42(42,0%) 176(42,9%)

_ . _ not true 91(29,4%) 37(37,0%) 128(31,2%)

Autism is a mental illness (p=0.389) ol sure 77(24.8%) 18(18,0%) 95(23,2%)

| prefer not to answer 8(2,6%) 3(3,0%) 11(2,7%)

true 168(54,2%) 44(44,0%) 212(51,7%)
People with autism find it difficult to | not true 59(19,0%) 40(40,0%) 99(24,1%)
make friends (p<0.001) not sure 79(25,5%) 13(13,0%) 92(22,4%)

| prefer not to answer 4(1,3%) 3(3,0%) 7(1,7%)

true 164(52,9%) 51(51,0%) 215(52,4%)
Autism affects everyone differently | not true 65(21,0%) 30(30,0%) 95(23,2%)
(p=0.165) not sure 71(22,9%) 15(15,0%) 86(21,0%)

| prefer not to answer 10(3,2%) 4(4,0%) 14(3,4%)

true 50(16,1%) 36(36,0%) 86(21,0%)
Autistic people cannot do sport not true 165(53,2%) 44(44,0%) 209(51,0%)
(p<0.001) not sure 84(27,1%) 18(18,0%) 102(24,9%)

| prefer not to answer 11(3,5%) 2(2,0%) 13(3,2%)

true 43(13,9%) 37(37,0%) 80(19,5%)
Autistic people are often violent not true 132(42,6%) 38(38,0%) 170(41,5%)
(p<0.001) not sure 121(39,0%) 22(22,0%) 143(34,9%)

| prefer not to answer 14(4,5%) 3(3,0%) 17(4,1%)

Only a third of respondents have heard of organizations  figure 2. Only 19.8% of the population know where parents
related to autism, where 39.7% prevails among urban  of children with ASD can apply, this figure is higher among
respondents compared to 20.0% in rural areas (p=0.001) the rural population of 26.0%(p=0,071) figure 2.

Urban (%) Rural (%) Total (%)

m Knowledge of any organizations related to autism
m Knowledge of resources available to parents of children with suspected or diagnosed autism/ASD

Figure 2. Knowledge of any organizations related to autism and resources available to parents with ASD children.

The largest number of respondents receive information ~ and colleagues 26.9%, while among rural respondents
about autism through the Internet 54.5% and TV media  through Internet resources (45.0%) and medical
26.6%. Among urban respondents, about a third received  organizations (28.0%) table 4.
information about autism through TV media 29.4%, friends
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55.4% of respondents agree that parenting education
can help children and parents of children with ASD. Among
urban residents in comparison to rural, the largest number
of respondents agree that children and caregivers of

children with ASD can be helped by educational events
61.0% (p<0.001), events organized among the population
46.9% (p<0.001) and a charitable foundation 40, 3%
(p=0.042) table 4.

Table 4.
Information resource and the support path.
| Urban | Rural | Total

Resources through which people receive information
e e wen e
et 003 fer e asena [ 2zses
ool s o) |1y [Tom sy
o ot A B
Medical organizations (p=0.300) $zs 3??2(;70%’) ;ig;g:ﬁ:i :;?2(152;?)

N 282(91,3% 86(86,0% 368(90,0%
Schools/ universities (p=0.125) YZs 27(;7%) o) 14214,00/3 41(1(0’0%;)

N 226(73,1% 85(85,0% 311(76,0%
Friends/colleagues (p=0.016) YZs 83(2(6,9%)0) 15215,00;; 98(2(4,0%)0)

N 278(90,0% 88(88,0% 366(89,5%
Did not receive information (p=0.987) YZs 31(1(010%)0) 12212,00;; 43(1(0’5%;)
Activities that can help autistic children and families

N 121(39,0% 62(62,0% 183(44,6%
Parent education (p<0.001) st 189:61,0*2; 38238,0‘%3 227255,4"/:;

N 164(53,1% 73(73,0% 237(57,9%
Community outreach training (p<0.001) YZS 145:46,9‘;3 27227,002; 172242,10/3
Peer support (integrated education) (p=0.198) szs 1:2:;::2; i?gi?g:ﬁ; ?;?Eig?jﬁ;
Charitable Foundation (p=0.042) $§s 12:83;:;3 ;;g;g:ﬁ:i fgigig:ﬁ;

Discussion

The vast majority of respondents are not aware of
the prevalence of autism in the country, despite the fact
that in many other countries there is an increase in it [5].
Our data are in line with other studies that found low
public awareness of ASD. Melissa Rouphael et al. make
a priority to increase awareness among parents,
teachers and healthcare professionals [1,3,4,9]. While
Alsehemi et.al. indicated that training will help to support
and improve quality life of parents and families with ASD
children [3]. In our study, more than half of the survey
participants are not aware of ASD, and accordingly,
there is a need to take measures to improve the
knowledge and awareness of the population about ASD.
The best tool for informing the population can be Internet
resources and TV media, as well as through the nurses
of medical organizations. Our data is consistent with
other studies that have noted that social media is the
most popular tool for disseminating information about

autism [2]. However, sources transmitted through social
media must be verified from the standpoint of evidence
of information [8].

It is also worth noting that despite the fact that there
are various foundations in the country that provide support
to parents of children with ASD, only a small number of
respondents are aware of these organizations. In addition,
the development of educational programs for parents and
caregivers of ASDs will improve support for them,
particularly in rural area. Our study shows a low need for
parent education among rural participants, which may be
due to their low level of interest and knowledge as well as
lack of information in Kazakh languages. Ligia Antezana
et al. note that rural residents need a new adaptation of
existing measures, greater awareness of ASD and greater
access to affordable and accessible specialized services
[5]. Therefore, for rural residents, tools are needed to
improve their knowledge about autism by providing
information in the Kazakh language.
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Opnrnnanbnoe HCCJIeAOBAaHHUE

Conclusion: There is a need to implement activities to raise
awareness among the population about autism and its course, as
well as how to provide support to parents and caregivers of
children with ASD. Information can be disseminated through
Internet resources by developing educational programs for the
population.
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