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The Perspectives of Parents Who Have a School-aged Child With Down Syndrome

Towards Inclusive Education in Petropavlovsk
Abstract

The development of inclusive education has become one of the priority directions of
the national program of education in the Republic of Kazakhstan for 2011 — 2020. According
to the State Program for Education Development of the Republic of Kazakhstan for 2011-
2020, 70% of all Kazakhstani schools are expected to become inclusive and open their doors
to children with special needs by 2020. On the contrary, children with special needs or
disabilities are still educated in correctional schools or at home rather than in mainstream
schools (OECD, 2015). It is believed that parents know their children best and can provide
information about their children's strengths, weaknesses, preferences, disabilities, and needs.
Logically, parents of children with disabilities should be considered as primary agents in the
field of education. Nevertheless, parental views and experiences are disregarded, and it is
proved by responses of parents in this study. The main purpose of the study is to explore the
views of parents who have a school-aged child with Down syndrome towards inclusive
education in Petropavlovsk. Additionally, the research aims to investigate what parents of
school-aged children with Down syndrome feel about the inclusion of their children in
mainstream schools in Petropavlovsk, to shed light on the factors that influence parental
attitudes and beliefs, and find out whether parents advocate for the rights of their children
with disabilities and how. Qualitative research method was used to conduct the study, with
data collected through semi-structured interviews with six parents. The findings showed that
parents of children with Down syndrome have a positive attitude towards inclusive education,
but they feel negative about inclusion of their child in mainstream schools. Parents associate
studying in mainstream schools with a number of barriers such as lack of properly qualified

teachers and support service, social negative attitude and challenging curriculum.



PARENTAL PERSPECTIVES TOWARDS INCLUSIVE EDUCATION vii
Key words: inclusive education, views of parents, children with Down syndrome,

Petropavlovsk



PARENTAL PERSPECTIVES TOWARDS INCLUSIVE EDUCATION viii
ITerponaBiia HHKIO3MBTI 0iiM Oepy KoJbiHAA /layH CMHAPOMBI 0ap MeKTen

JKRaCbIHI AT bl ﬁananap aTa-aHaJIapbIHBIH 0oJ1amIa¥bI

AHjaarna

Wukmro3uBti Oimim  Gepyni mameity 2011-2020 sxpuimapra apuanran Kasakcran
PecnyOnukaceinga Memnekertik  OuniMm - Oepy  OarjapiiamMachlH — IaMBITYIBIH — 0achiM
OarpITTapeiHblH ~ OipiHe  aiHammel.  2011-2020  sxeumapra  apHanran — Kaszakcran
Pecnybnukaceinga OimiM Oepynii TamMBITYIbIH MEMIICKETTIK OarnmapiamackiHa colikec 2020
KBUTFA Kapall pecnyOnukangarel 0apiblk Mextentepain 70% - bl WHKIIIO3UBTI MEKTENTEpre
alfHaJIBIN, epeKIle KAKETTUIIKTepl Oap Oayanap yIIiH €3 eCIKTepiH amaabl. Ajaiaa, epexiie
KOKETTUTIKTepl Oap KoHEe MYMKIHIIT MIEKTey i Oananap Ty3ey MEKTeNnTepiHae Hemece Yiae
oimim anbin xkatelp (OBIAY, 2015). Ata-ananap e3 OananapblH ©Te XKaKChl Oie/li: oJlapablH
KYIITI >KOHE QJICI3 KAaKTapblH, KbI3BIFYIIBUIBIKTAPBIH, MYMKIHAIKTEPI MEH KaKETTLIIKTEpiH.
Jlemek, epekiie KaeTTiikTepi Oap Oananap/ablH aTa-aHajgapsl OUTiM Oepy caslachlHAA KeTeKIIi
penaepaiH OipiH aTKapybl KaxeT. JlereHMeH, aTa-aHajapJblH ToXipubeci MeH MiKipi
eCKepIIMEN/Ii koHe OYJI OChI 3epPTTEY/IIH HOTIKENepiMeH AdrenaeHred. by 3epTrey i 6acTsl
Makcatbl — J[ayH cHHAPOMBI Oap MEKTeN *acbhIH/arbl Oananap ara-aHanapbiHbH [leTponasi
KaJachlHJa MHKJIIO3UBTI OL1iM Oepyre KaThICThI MiKipiH 3epTTey. CoHaii-aK, 3epTTey MaKcaThl
aTa-aHanap/bIH [leTpornasi KalachlHBIH KaJIbl O1J1iM OepeTiH MEeKTENTepiHAe OKYy Typalibl He
OWNaMTHIHBIH Olly, ara-aHaJapblH KapbIM-KaTblHACBI MEH HaHBIMBIHA dCep ETeTiH
daxTopriap/Ipl aHKbIHAY JKOHE aTa-aHaJApIbIH epeKIle KaXeTTUTKTepi O0ap o3 OananapblHbIH
KYKBIFBIH KOPFaUTBIHBIH HE KOPFaMaWTBIHBIH JKOHE OHBI Kalail iCKe achIpaThIHBIH aHBIKTAY
OosbIn TabbUTABL. Bysl 3epTTey yImiH canaibl Tanjgay ofici KONJaHbUIAbL. bapiblk JepexTep
QITHl KaTBICYIIBIMEH (PECIOHJEHTIIEH) CyX0aT JKYpridy apKbUIbl S>KUHAIIBL. 3epTTey
HoTwkenepi JlayH cuHApoMbl Oap OananapiblH aTa-aHalapbl MHKIIO3MBTI Ou1iM Oepyre oH
KapaWThIHBIH, ajlaiiia oap e3 OajanapbIHBIH KaJibl OUTiM OepeTiH MEKTENTe OKYbIHA KapChl

00yBIH KepceTTi. ATa-aHanap OUTIKTI MeAarorrap MeH KoJyijay KbI3METiHiH JKeTiCHeyIIiIiri,
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KOFaM TaparblHaH Tepic Ke3Kapac >KoHE KaJmbl OuTiM OepeTiH MeKTenTepjae KypIeleHTeH

OimiM Oepy OarmapiiaMachl CHSKTBI KeJIEprijep MEKTENTe OKyFa KeIepri KeNTIpeTiH KOpCeTe/Ii.
Tytiinoi co30ep: MHKIIO3UBTI OLTiM Oepy, ara-aHanap mikipi, Jlayn cuaapomsl 6ap

Oananap, Ilerponasin
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IlepcriekTUBBI poAUTe/ICH eTel HIKOJILHOI0 BO3pacTa ¢ CHHAPOMOM JlayHa Ha IYyTH K
HHKJIIO3UBHOMY 00pa3oBanuio B [leTponaBioBcke

AHHOTaNUA

Pa3BuTHe MHKITIO3UBHOTO 00Pa30BaHMUs CTAJI0 OJHUM U3 IPUOPUTETHBIX HAIIPABICHHUHA
pa3Butus ['ocynapcTBeHHOH iporpammel 0Opa3zoBanus B Pecnyonuke Kazaxcran Ha 2011-
2020 roxsr. CormacHo ["'ocymapcTBeHHO# porpamme pa3BuTHs oOpa3oBanus PecryOmnku
Kazaxcran Ha 2011-2020 rozsl, k 2020 roxy 70% Bcex LIKOJ B pECITyOJIMKE CTaHYT
MHKJTIO3UBHBIMU M OTKPOIOT CBOH JIBEPH JJIsL JIETel ¢ 0coObIMU mOTpeOHOCTsIMUA. OTHAKO,
JIETH C OCOOBIMU MOTPEOHOCTSIMUA U OTPAaHHYSHHBIMHA BO3MOKHOCTSIMH TTOJTy4ar0T
o0Opa3oBaHHe B KOPPEKIIMOHHBIX MIKoNax uia Ha qomy (O9CP, 2015). Cuuraercs, uyto
POIMTENH JTy4Ille BCEX 3HAIOT CBOUX JIETEeH: X CHIIbHBIE U cl1a0ble CTOPOHBI, HHTEPECH,
BO3MOXHOCTH U IOTpeOHOCTH. Cie10BaTeNbHO, POAUTENSIM JeTel C 0COOBIMU
HOTpeOHOCTAMMU CielyeT UrpaTh OJHY U3 BEAYIUX pojel B chepe oOpazoBanus. Tem He
MEHee, OIBIT 1 MHEHHE POJUTENICH HE YUUTBIBAETCS, U 3TO JOKa3aHO pe3yJbTaTaMu IaHHOTO
uccienoBanusl. ['1aBHas 1enb JaHHOTO UCCIIEI0BAaHUS - OTO HUCCIIEN0BAaTh MHEHUE POIUTENEH
JETEN IKOJIBHOTO BO3pacTa C CHHAPOMOM JlayHa 110 OTHOIIEHUIO K HHKIIIO3UBHOMY
oOpa3oBanuto B ropojie [lerponasnoscke. Takxe ucciegoBaHue MpecieayeT elb Y3HaTh,
YTO POJUTEIH TyMAIOT 110 MOBOLy 00yueHHsI B 0011e00pa30BaTeIbHbIX IIKOIAX T.
[TerponaBioBcka, BBIABUTH (aKTOPBI, KOTOPBIE BIUSAIOT HA OTHOIIEHUS U YOSKICHUS
poauTeNel, U BBIICHUTD 3aIIUIIAIOT JIM POAUTENIN IPaBa CBOUX JETel C 0COOBIMHU
noTpeOHOCTH, U KakuM 00pa3om. [l TaHHOTO Mcciae10BaHus ObUT UCTIONIb30BaH
Ka4eCTBEHHBIN MeTOo]1 aHasu3a. Bee nanHble ObUTH cCOOpaHbl MyTeM MPOBEACHUS HHTEPBBIO C
IECThI0 YYaCTHUKAMH (PECIIOHICHTaMH ). Pe3ynbTaThl JaHHOTO HCCIEI0BAHMS MTOKA3aJId, YTO
pPOIUTENHN AETEN ¢ CUHAPOMOM JlayHa MOJI0KUTEIBHO OTHOCATCS K MHKIIIO3UBHOMY
00pa30BaHUIO, 0OIHAKO, OHU MIPOTHUB TOTO, YTOOBI UX PEOECHOK yUmIICs B
o0mieoOpa3oBaTenbHOM mKoje. PonuTtenu yka3pIBatoT Ha 6apbephl, KOTOPBIE MPENSTCTBYIOT

00y4YEeHHIO B LIKOJIEC, TAKHE KaK HEXBaTKa KBATU(UIIMPOBAHHBIX ME€arOTOB U CITY>KObI
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HOJICP>KKH, HETaTUBHOE OTHOIIEHUE CO CTOPOHBI 00IIIECTBA M YCIIOKHEHHAS

oOpa3oBaTenbHast IporpaMmma B 00IIe00pa3oBaTeIbHBIX MKOIAX.

Knrouesvie cnosa: unkiozusrnoe obpaszosanue, MHenue pooumeinet, 0emu ¢

cunopomom [layua, Illemponasnosck

Xi
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Chapter One: Introduction

1.1  Introduction

The national education system of the Republic of Kazakhstan has experienced many
paradigm shifts since the country became independent in 1991. One such educational
development has been the introduction and promotion of inclusive practices. One of the
actions taken in 2008 was signing the Convention on the Rights of Persons with Disabilities
and its Optional Protocol to ensure education for people with disabilities (Tkachenko, 2015).
The State Program for Education Development of the Republic of Kazakhstan for the years
2011-2020 expected that 70% of schools in Kazakhstan would be reformed to provide an
inclusive environment for children by 2020 (The Ministry of Education and Science of the
Republic of Kazakhstan, 2010). Denivarova and Abdresheva (2015) noted that many schools
in Kazakhstan are inclusive; still, there are problems such as school buildings that cannot
accommodate the needs of children with special needs, a lack of competence among teachers,
and a lack of knowledge about the children's rights among parents.

Families may become important agents in the maintenance of inclusive education.
Parents are a great source of information because they know about their children’'s strengths,
weaknesses, preferences, disabilities, needs, and, as a result, they may play a crucial role in
remodelling educational policies and determining their efficacy. Besides, they might provide
recommendations that help to reduce barriers on the way to inclusive education. However, the
opinions of parents who have children with special needs frequently are not considered, and it
is justified by the responses of parents that will be discussed later.

1.2 Background of the Study

A considerable number of studies investigated parental views of children with special
needs towards inclusive education (Al Neyadi, 2015; Boer, Pijl & Minnaert, 2010; Johnson,
2006; Leyser & Kirk, 2004). The review of the literature has shown that families have

uncertain beliefs about inclusive education. Some parents support the view that the inclusion
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of children with special needs in mainstream schools provides an opportunity to socialise and
achieve acceptance in society. Nevertheless, a lack of properly qualified teachers and
reasonable facilities for children with diverse learning needs are considered the main barriers
In mainstream schools.

The Organisation for Economic Co-operation and Development (OECD, 2015) School
Resources Review highlighted the necessity "to shift towards providing education that
promotes equity by recognising and meeting different educational needs" (p. 12). OECD
highlighted that Kazakhstan is slow in meeting the needs of people with disabilities.
According to the report, "Kazakhstan has a highly centralised top-down system that leaves
little political, administrative and fiscal authority to lower levels of a clearly delineated
hierarchy. This is reflected in the education system, which is characterised by an extensive
system of planning and norms" (OECD, 2015, p. 29).

A large number of studies emphasised the necessity to advocate for the rights of
children with special needs and empower parental roles (Bryant, 2015; Hess et al., 2006;
Issakhanova, 2019; Mayrowetz & Weinstein, 1999, as cited in Rollan & Somerton, 2019;
Shevlin, 2002). Parents in developed countries who had experienced transitioning their child
on the path to inclusive education described it as a challenging journey (Bryant, 2015;
Shevlin, 2002). Nevertheless, they are convinced that cooperation between families and
schools is the key to the successful realisation of inclusive education.

Regarding Kazakhstan, the amount of literature in the area of inclusive education is
increasing. Rollan and Somerton (2019) indicated the importance of parental position and
experience by centering attention on their vital role in reforming education. The research by
Issakhanova (2019) suggested that Non-Governmental Organizations (NGOs) play a
significant role in the provision of educational support and empowerment of the position of
parents. Khamidulina (2018) demonstrated the barriers in the way to developing inclusive

education through parental lenses.
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However, far too little attention has been paid to the parents of school-aged children
with Down syndrome (DS) in small cities. The majority of research involved parents who
have children with various special needs and disabilities; only one study has attempted to
explore the perceptions of parents who have a kindergarten or school-aged child with DS
(Issakhanova, 2019). While some studies have identified the factors (such as gender, parental
education level, type and severity of a child's disability, socioeconomic and marital status)
that influence parents' views and decisions, no studies have found which factors have an
impact on Kazakhstani mothers and fathers. Therefore, this study makes a major contribution
to research on inclusive education by demonstrating the position of parents who have a child
with DS, and the factors that affect their feelings, expectations, and behavior.

1.3  Statement of the Problem

Meanwhile, the number of children born with DS worldwide and in Kazakhstan is
increasing. The World Health Organization analysed the birth rate of children with DS in
different countries. It revealed a surge in the birth rate of children with DS in Kazakhstan in
2006. In 2006 the birth rate ranged between 3-418 per 100 live births. In 2012 this number
reached 722. The most recent data (2017) showed that the birth rate of children with DS is
over 900. Thus, for the last 11-year period, the birth rate of children with the diagnosis of DS
doubled in our country.

Although the national educational programmes emphasise the importance of
developing inclusive education in Kazakhstan and take actions to implement it, children with
DS are segregated from their peers, schools, and society. Human Rights Watch (HRW, 2019)
reported that in Kazakhstan, parental opinion is disregarded and their children with special
needs are marginalised. The report demonstrated that an approach to educating children with
special needs is based on the medical approach. Children with special needs or disabilities are
of serious concern in Kazakhstan because they are educated in correctional schools or at home

rather than in mainstream schools (OECD, 2015). This study provides an important
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opportunity to advance the understanding of the parental views of children with DS towards
inclusive education and make an original contribution to the Kazakhstani research field.

1.4 Purpose of the Study

The purpose of the study is to explore parental attitudes of school-aged children with
DS towards the inclusion of their children in mainstream schools in Petropavlovsk. First, the
study aimed at exploring whether parents who have school-aged children with DS have a
positive, negative, or neutral attitude towards inclusion. Second, this research indicated the
factors that affected the opinion of parents who live in Petropavlovsk. Finally, this research
investigated if and how parents take advocacy roles for the rights of their children with DS.

1.5 Research Questions

The research questions that guided this study were the following:

. What are the attitudes of parents of school-aged children with Down syndrome
towards the inclusion of their children in mainstream schools in Petropavlovsk?

o What factors influence parental attitudes towards inclusive education?

. How do parents advocate for the rights of the children with Down syndrome to
be included in mainstream schools in Petropaviovsk?

1.6 Definition of Key Terms

In this study, the acronym DS will be used. Down syndrome is a chromosomal
disorder associated with mental retardation. Children with Down syndrome have a typical
physical appearance that can include small head circumference, flattened face with a recessed
bridge of the nose, upward slanting eyes, small ears and mouth, protruding tongue, short,
broad hands and feet, stubby fingers, broad neck, and stocky appearance (Encyclopedia of
Clinical Child and Pediatric Psychology, 2012).

One of the issues related to the research concerning the inclusion of children with
disabilities or special needs in an educational setting is the terminology and the definition of

inclusive education. Booth and Ainscow (1998) argued that inclusion is a process in which
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schools, communities, local authorities, and governments strive to reduce barriers to
participation and learning for all citizens. For Council (2011), inclusion is a continuous
process of increasing the presence, participation, and achievement of all learners in education
establishments.

Two complementary definitions of inclusive education are suggested in Contemporary
Issues in Special Educational Needs: Considering The Whole Child (Armstrong & Squires,
2012). The first defines inclusion as the relocation of children placed in special schools to a
mainstream setting. The second definition refers less to the placement of children with special
educational needs, but focuses on the quality of education they receive. This study will use a
combination of these definitions.

1.7  Significance of the Study

First, this study will be significant for families of children who have DS because it
provides an opportunity for them to reveal their opinion, express the worries, and share their
experiences and expectations regarding inclusive education.

The findings should make an important contribution to the Kazakhstani context. It
might raise awareness about the necessity to empower parents to advocate for themselves and
on behalf of their children with special needs, not only on a personal level (by developing and
enhancing their skills) but also on the legislative level. This research may lead to new
research that would centre their attention on exploring the problem from the perspective of
different stakeholders.

Policy-makers may benefit from the findings of this study because it offers some
insights into the ways of reforming and evolving inclusive practices in mainstream schools for
all children regardless of their special needs.

1.8  Organization of the Study
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This study consists of six chapters. Chapter 1 (Introduction) provides the background
of the study and states the problem. Additionally, it presents the research questions that frame
the study and the importance of the research.

In chapter 2 (Literature Review), the review of the previous studies regarding the
problem is presented. In addition, it explains the gap in the literature that is addressed in this
study.

Chapter 3 (Methodology) comprises a description of the research design and sampling
procedure with a detailed description and justification of selected procedures. Additionally,
data collection instruments and data analysis procedures are discussed.

Chapters 4 (Discussion of Findings) presents the analysis findings collected through
the interviews and critically discusses them with reference to the previous studies.

Chapter 5 (Conclusion) summarises the main conclusions arising from the discussion,
which provide the final thought on the parental perspectives of school-aged children with DS
towards inclusive education and answers the main research question. Besides, it includes

recommendations and implications for future research.
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Chapter Two: Literature review

2.1 Introduction

In the previous section, the purpose of the study, research questions and key terms
were described. This chapter discusses the review of the literature that explored parental
views and perspectives of children with special needs towards inclusive education. This
chapter is structured in the following way. First, this chapter describes a theoretical
framework. It then details the actions taken towards inclusive education by the Kazakhstani
government. After that, this chapter examines the work of Psychological-Medical-
Pedagogical Consultation (PMPC) in Kazakhstan. The next part is devoted to the necessity of
raising awareness among families of children with special needs and demand for parental
advocacy. The last part of this chapter demonstrates the findings of the studies that explored
the current topic and identified the factors that had a significant impact on the opinion of
mothers and fathers. The gaps in international and national research and rationale for the
importance of this study are analysed in the final section of this chapter.

2.2 Theoretical Framework

To understand parental views and their perspectives towards the inclusion of children
with DS in mainstream schools two theories — ecological systems theory and 3D model of
attitude - were chosen. The theoretical framework represented by Bronfenbrenner suggested,
"developing person is embedded in a series of environmental systems that interact with one
another and with the person to influence development™” (Shaffer & Kipp, 2010, p. 62). He
concluded there to be five systems: microsystem, mesosystem, exosystem, macrosystem and
chronosystem (see Appendix 3).

The microsystem is the inner layer of the whole system. When a child is born, he or
she acts and interacts in their immediate family. The way children think, behave, and respond
may affect parents and siblings who are in their surroundings. This system is a vital part of

development because an individual both influences and is influenced by other people around
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them. Positive relationships between two members of the family are influenced by the
behaviour and attitude of a third family member. Therefore, if there is a positive and
emotionally healthy environment at home, parents are likely to interact with their child in a
patient and sensitive manner. The research conducted by Durmaz, Cankaya, Durmaz, Vahabi,
Gunduz, Cogulu, and Ozkinay (2011) indicated that families who have a child with DS
encounter quarrels. This results in having a stressful life, difficult relationships with other
children, and a hard life altogether.

In the mesosystem, Bronfenbrenner refers to the connections between homes, schools
and peer groups. According to Bronfenbrenner, supportive links may enhance a child's
development. Therefore, teachers should provide proper instruction to children with
disabilities, and there should be cooperation between parents and teachers. Booth and
Ainscow in the Index for Inclusion (2002) stated the fortification of respectful and
collaborative relationships between parents and teaching staff. Several studies showed
(Bryant, 2015; Hess et al., 2006; Shevlin, 2002) that partnership between parents and teachers
is beneficial, and it maximises the chances of being inclusive. Parents in the study of Hess,
Molina, and Kozleski (2006) perceived teachers' caring and openness to communication
crucial to children's success rather than the teacher's level of expertise and years of
experience.

The exosystem, according to Bronfenbrenner, is a series of social systems that children
may not experience, but they may also have a huge impact on a child's development. Parental
dissatisfaction with work or low family income might result in negative views and
experiences. Balboni and Pedrabissi (2000), in their research, suggested that parents with low
socioeconomic status (SES) are less favourable towards inclusive education in comparison to
parents with high and average SES.

The macrosystem comprises of economic, social, legal, educational and political

systems that determine the values and beliefs of a society. The experience that children with
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DS have and the way they are treated at home, school, and other contexts may greatly affect
them. Parents in the study of Issakhanova (2019) stated that society is biased towards disabled
people, and the reason for that is a lack of accurate information about people with disabilities,
especially among the younger generation. According to the experience of mothers, as soon as
they learned about the diagnosis of their child after birth they felt depressed and wanted to
commit suicide because their newborn child was treated as 'infectious' (Issakhanova, 2019, p.
66). Thus, parents had to overcome the diagnosis of their child, and they face a constant fight
with society. Gilmore, Campbell, and Cuskelly (2003) suggested stereotypes that exist in
society tend to lead people to focus on the disability than on the uniqueness of an individual.

According to ecological theory, "changes in the individual or the environment occur
over time and influence the direction the development takes" (Shaffer & Kipp, 2010, p. 65).
Thus, the younger a child is, the easier the process of including a child into inclusive
surroundings can be. Kasari, Freeman, Bauminger, and Alkin (1999), in their study, revealed
the impact of the age of a child on parental preference on the best educational setting for their
children. The findings suggested that parents of younger children with DS are more positive
about inclusion compared to parents of older children.

The 3D (Three-Dimension) model of attitude can also provide lenses through which
parental perspectives of children with DS towards inclusive education can be examined. The
model is based on combinations of Affect (Feeling), Behavior (Dealing), and Cognitive
(Meaning) components of attitude. It is believed that all three components are significant.
Each of these components can be positive or negative. When all three components combine,
the overall attitude towards an object is constructed. The combinations refer to so-called
triodes.

A considerable number of studies (Boer et al., 2010) show that parents have positive
feelings towards inclusive education (Affect). However, only a minority of them take action

to advocate for the rights of their child with DS (Bryant, 2015; Fox, 2016; Hess et al., 2006).
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They strive to ensure equal access to quality education (Behavior). Still, the majority of
parents cannot protect the rights of their children due to various reasons. First, parents have a
lack of knowledge in the field of inclusive education (Hess et al., 2006). Second, parents may
be afraid of being accused of having a child with DS that is associated with social stereotypes.
Problems associated with family income may also be a reason for inaction (Abdina et al.,
2018; Durmaz et al., 2011). These parents are affected by negative feedback and different
factors that are reviewed later in this chapter. Additionally, they witness an environment that
IS not prepared to meet the needs of their children: a lack of qualified teachers and inadequate
support services (Cognitive). As a result, parental beliefs dominate feelings and it results in
unfavourable decisions.

These two theories explain that all parents develop their expectations about their
child's education based on their experiences and information provided by schools, the
availability of support services and interactions within the community. Their expectations are
subjective predictions about the future. They originate from and can influence the behavior of
people during social interaction.

2.3 Kazakhstan on the Path to Inclusive Education

Studies from the past (Donnellan & Miranda, 1984; Frohboese & Sales, 1980; Lipski,
1989; Nietupski & Hamre-Nietupski; 1987; Turnbull & Turnbull, 1980, as cited in Palmer,
1998) to present (Fox, 2016; Hess et al., 2006) have argued that the voice of parents should be
taken into account in educational decision-making. Nevertheless, the Kazakhstani context
contradicts this argument. Even though the government invests much into the development of
education, many children with disabilities are segregated from schools and do not get a
quality education. The State Program for Education Development of the Republic of
Kazakhstan for the years 2011-2020 predicted that 70% of schools in Kazakhstan would be
inclusive and would be available for children with disabilities by 2020 (Ministry of Education

and Science of the Republic of Kazakhstan, 2010). It may seem ambitious because the proper
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introduction of a new phenomenon, formation in people's minds and distribution of the
concept is a long-lasting process with many obstacles on its way. These days, the emphasis is
on the discussion of the capacity of educational institutions and necessary facilities. However,
recent developments in the area of inclusive education have heightened the need for hearing
parental views and beliefs of children with special needs.

2.4 Psychological-Medical-Pedagogical Consultations: Recommendation or
Verdict

The research showed (HRW, 2019) that there is a small number of children with
disabilities who have an opportunity to go to a mainstream school, but the majority of them
are still segregated being taught either at home, in a special school or separate classes. Those
children, who study in primary and lower secondary schools, have minor or no chance to
receive higher education and pursue a good job in the future. The process of shifting to
inclusive education in our country seems contradictory. According to the Law of Education,
everyone has a right to a quality education and "the accessibility of education at all levels,
taking into account the intellectual development, psycho-physiological and individual
characteristics of each person™ is fundamental (HRW, 2019, p. 64). There is an educational
institution Psychological-Medical-Pedagogical Consultation (PMPC) in our country. Their
function is to assess children with disabilities and propose recommendations whether the child
should attend a mainstream school or receive a home/special education. However, these
recommendations are considered as the final decision at schools. The Ministry of Education
and Science of the Republic of Kazakhstan and National Academy of Education (2015)
reported that only 27% of children with special needs study in mainstream schools and 1% in
higher institutions. Thus, a small number of children with disabilities in Kazakhstan attend
mainstream schools, whereas a large percentage of children are prescribed homeschooling or
segregated in special classes.

2.5 The Importance of Parental Awareness and the Need for Advocacy
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The birth of a child with special needs influences the lives of families. As soon as
parents reveal that their child has a disability, they enter the world with its own rules,
terminology, and personnel. In addition to accepting the child's diagnosis and learning about
their needs, parents have to play proactive roles for the rights of their child.

Recently, more attention has been focused on the importance of parental awareness
about the rights and possible educational options for children with special needs. Bryant
(2015) highlighted the significance of an advocacy role for their children on the way to
inclusive education. Parental involvement is crucial since they are the people who are better
informed about the needs, peculiarities, strengths and weaknesses of their child. In the study
(Bryant, 2015), parents admitted that the road to inclusion was a difficult journey. Mothers
and fathers, who completed a successful path to inclusion, strongly believed that it is
important to stay positive and believe in their child, collaborate with educators, start the
inclusion process earlier and, what is more important, to seek to advocate and be familiar with
the laws related to the area of inclusive education.

Similarly, in another major study (Shevlin, 2002), parents described a road to
inclusion as a struggle for them. Families had to play proactive roles in accessing the schools
and necessary resources for transitioning to inclusion. In parental views, the positive attitude
of teachers played a fundamental role and increased the chances to make the child with DS a
full participant in the inclusive classroom. Other studies (Bender, Vial, & Scott, 1995; Buell,
Hallam, Gamel-McCormick, & Scheer, 1999, as cited in Gilmore, 2003; Hess et al., 2006)
agreed that the positive attitude of teachers is a key factor in the realisation of the successful
inclusion process. Additionally, parents of children with DS expressed their preference for
mainstreaming in early childhood.

In accordance with Hess et al. (2006), parental awareness and advocacy were
developed and enforced due to the assistance provided. First, parents learned how to be

advocates. Second, they were assigned with a family mentor who provided support. Parents
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agreed that studying helped them acquire knowledge about inclusive education. They
interacted with parents who experienced special education and knew about the advantages and
disadvantages of various options.

Similar findings were unveiled in the study by Fox (2016). According to parents,
learning conferences and participation in parent support groups added to their knowledge
about inclusive education. The findings indicated that even in developed countries parents
may not be fully informed about inclusive education. Families shared that they regularly had
to "battle to be heard among groups of professionals who often thought they knew more about
their child than they as parents did" (Fox, 2016, p.73). They found it hard to be a parent and
an advocate for a child experiencing disability. Although, they acknowledged that hope and
belief for better things encouraged them to continue advocacy efforts.

Parents in the study by Kenny, Shevlin, Walsh, and McNeela (2005) encountered
ignorance in the educational system, from the central administration to classroom teachers.
According to parents, they moved from ignorance to knowledge, from fear to confidence for
the rights of their children with special needs. To get the best for their children, parents
invested "extraordinary levels of time, energy, and resources in their struggle” to ensure
getting their children into mainstream schools (Kenny et al., 2005, p.17). On the contrary, in a
recent study (Kendall, 2019), teaching staff in mainstream schools worked in collaboration
with parents of children with DS and recognised the crucial role of parents in the education of
children due to their expert knowledge in supporting their own children. As noted by
McFadden (2014), a positive partnership between parents and teachers assisted children's
learning, and it was a useful strategy for teachers to use.

In terms of the context of Kazakhstan, parents, particularly those who live in rural
areas, are not well aware of the concept of inclusive education and the opportunities it
provides. Fortunately, some active parents set up rehabilitation or care centres and Non-

Governmental Organizations (NGOs) to accommodate the needs of children with special
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needs and raise awareness among other parents of children with special needs. Several case
studies demonstrated that NGOs worldwide had played a significant role in the development
of inclusive education reforms. Parents played a fundamental advocacy role in these
organizations (Mayrowetz &Weinstein, 1999, as cited in Rollan & Somerton, 2019). Previous
research (Rollan & Somerton, 2019) indicated the problem of a lack of awareness among
parents. They emphasised the leading and helpful role of NGOs in informing parents about
the options for their children. In addition, they took part in the policy-making process and
"demonstrated a capacity to drive these reforms from a grassroots level” (Rollan & Somerton,
2019, p.14). The research findings showed that the cooperation of teachers with supporting
staff, local officials, and parents was encouraged. Booth and Ainscow, in the Index for
Inclusion (2002), associated inclusive education with the development of respectful and
collaborative relationships between teachers, families, and local communities.

The research by Issakhanova (2019) detailed the beneficial outcomes that resulted
from the cooperation between NGOs and parents of children with DS. Two NGOs that
function in Nur-Sultan and Almaty created a special community where parents increased their
self-esteem, developed skills, improved motivation, socialised and trained. Taking part in an
empowerment program initiated by NGOs helped families to cope with stress, overcome the
child's diagnosis, and look at the situation from a different angle. According to the responses
of parents, they improved their competence on a personal level enabling them to demand
services and proper education, still, they cannot make decisions on the legislative level and
advocate for policy change.

2.6 Factors that Influence Parental Views

A growing body of literature has explored the factors that had impact on parental
attitudes towards inclusive education.

In 1998, Palmer, Borthwick-Duffy, Widaman, and Best examined parental views and

indicated that parents showed a positive attitude towards inclusive education, but they did not
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accept inclusive settings as a good option for their children with special needs. Longer
experience with special education was a factor that influenced parental opinion. It meant that
the longer their child was educated in a special school, the more negative attitudes parents had
towards mainstreaming.

Stoiber, Gettinger, and Goetz (1998) investigated the opinions of parents of both
children with and without special needs. The results of this study revealed that families of
children with special needs had more positive attitudes towards inclusive education compared
to parents of typically developing children. Moreover, parents of children with special needs
who were poorly educated and had lower family incomes were less positive towards the
regular setting. Parents who had one or two children demonstrated more positive beliefs
towards inclusive education in comparison to those who nurtured four and more children.
Another crucial factor was marital status. Subsequently, married parents proposed more
favorable views than single ones.

In another study, Leyser and Kirk (2004) revealed that parents have a positive attitude
towards inclusive education. However, the main concerns were related to a possible negative
effect on the emotional well-being of the child and a lack of available services in regular
schools. Parental education was defined as an important factor that influenced parental views.
Hence, parents who had a higher educational level had more positive perspectives towards
inclusive education than those who only finished high school. Leyser and Kirk (2004) also
maintained that the level of a child's disability (mild, moderate, or severe) had a significant
effect on parental attitudes. Thus, families who had a child with moderate and severe
disabilities, were more likely to be negative towards regular school settings in comparison to
those parents whose children had a mild disability.

By contrast, Downing and Peckham-Hardain et al. (2007, as cited in Al Neyadi, 2015)
revealed that specifically, parents of children with moderate and severe disabilities did favour

the inclusion. They argued that classmates in regular settings were a good role model for
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social and academic behaviour. According to parents, their children were "happier, more
independent, and more motivated to go to school [and] participate in class™ being enrolled in
regular education classrooms (Downing & Peckham-Hardain et al., 2007, as cited in Al
Neyadi, 2015, p.21).

Similarly, Kasari et al. (1999) explored whether families of children with DS regarded
inclusion as a useful approach to improve a child's social skills. Parents stated that other
children and their parents played an important role in the process. They considered that a peer
could be a role model of appropriate behavior for their children. In addition, parents of
younger children with DS were more supportive of inclusion compared to families with older
children.

Peltier (1997, as cited in Hess et al., 2006) concludes that inclusive education
promotes the social growth of learners and assures that it does not have a negative effect on
the academic performance of typically developing children. Children with special needs
demonstrate improved social competence in general education.

In the review of 27 studies, Graaf, Van Hove, and Heveman (2012) found out that
children with DS who attended regular classes were appreciated by their classmates.
However, they were not regarded as ‘best friends’. Therefore, it was recommended to model
the social interactions between children with DS and typically developing children. The
results revealed that regular placement leads to the development of social and academic skills.
This view is supported by Shevlin (2002), who argued that regularly placed children
developed social and communication skills better than in a special setting. Moreover, boys
and girls who obtained support demonstrated higher academic achievements. The study
(Gilmore et al., 2003) explored the attitudes of the community and teachers towards children
with DS. They realised there are educational, social, and emotional benefits of inclusion both
for children with and without disabilities. Additionally, typically developing children

advanced better while interacting with children who have DS. They learned such significant
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qualities as tolerance and appreciation of diversity. The benefits of children participating and
interacting with individuals in different activities at home, in school and community settings
were highlighted in the findings of Lyons, Brennan, and Carroll (2016). The study showed
children develop skills that are meaningful in real-life situations. Additionally, it was
recognised that participation in everyday activities enhanced the psychological well-being and
sense of belonging in children. In terms of barriers, parents indicated a child's current health
status, communicative abilities, behavior, and the negative attitude of others.

The study of Rafferty, Boettcher, and Griffin (2001) explored the views of parents of
children with and without disabilities who experienced so-called 'reverse inclusion'. The
findings showed that parents of children with disabilities and non-disabled children indicated
both risks and benefits for their children. Generally, parents agreed that inclusion is
beneficial. According to their beliefs, it results in the acceptance of children with disabilities
in the community. Participation with typically developing peers in various activities help
children with disabilities learn considerably more, and it prepares them to function in real life.
Nevertheless, parents expressed serious concerns associated with inclusive education. Parents
claimed that the major risks for children with disabilities are the inability of education
programmes to address the needs of the child, less qualified teaching staff, and limited
support or individual instruction. Parents also find inclusion dangerous for their typically
developing children. They may encounter behavioural problems that children with disabilities
have.

Pace, Shin, and Rasmussen (2010) explored public perspectives on educational and
occupational inclusion. It revealed that educating children with DS, together with typically
developing children in one regular class, is distracting. In their view, the presence of people
with this diagnosis in the workplace increases accidents.

Detailed examination of parental perspectives of children with special needs towards

inclusive education by Dimitrios, Georgia, Eleni, and Asterios (2008) showed that the age of
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a child is an important strand that influenced parental opinion towards educational options.
Parents of children under 18 years old were more interested in inclusive practices. Parents
were concerned that peers would not accept their child with disabilities as a full participant in
aregular class. Additionally, families were uncertain about the quality of the instruction and
the availability of support services in regular schools. Nevertheless, parents listed the benefits
that inclusive education has. They are the possibility for children with disabilities to take part
in various class activities with typically developing children and to have the same rights as
their peers.

In the study of Boer et al. (2010), parents of typically developing children expressed
positive attitudes towards inclusion and recognised benefits their children acquire such as
accepting diversity and sensitivity. In contrast, parents of children with disabilities did not
consider inclusive settings as a good option. Their major concerns were associated with the
child's emotional development, a lack of individual instruction and available resources in a
mainstream setting. Parents supposed that their children with special needs may be rejected or
bullied by peers (Salisbary, 1992, as cited in Boer et al., 2010).

In the study by Fox, Farrell, and Davis (2004), school staff, parents of children with
and without special needs, and typically developing peers generally demonstrated a positive
attitude towards children with DS in a regular class. Parents acknowledged the crucial role of
teaching assistants in the effective inclusion of their children with special needs. Similarly,
parents regarded teaching assistants alongside general teachers as a contributing factor that
resulted in the effective inclusion of their children with DS into mainstream schools (Johnson,
2006). Even though parents indicated the academic progress of children in mainstream
schools, teachers were concerned about possible difficulties due to the standard curriculum.
Similarly, the curriculum was considered as a barrier in mainstream schools (Kendall, 2019).
Teachers reported that the struggle of children with special needs to meet the learning

objectives required by the curriculum negatively influenced the self-esteem and confidence of
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children. Cuckle (1999) suggested that it is highly important to differentiate the curriculum
for children with DS because they have trouble in the area of language.

In an investigation into the lives of families who have a child with DS, Durmaz et al.
(2011) found that the main problem associated with a child who has DS was a financial one.
Even if mothers were more educated in comparison to fathers, there was a high rate of
unemployment among mothers. The underrepresentation of mothers in Asian society is
closely related to the traditional belief that mothers are the ones who look after a child in
society, and fathers are more likely to contribute to family income. Additionally, the study
revealed that mothers and fathers adjust to the child's disability differently, fathers of children
with DS experience a lower level of stress in comparison to mothers.

Khamidulina (2018), in her study, investigated the parental views about inclusive
education in Kazakhstan. Parents demonstrated a positive attitude towards inclusive education
and agreed with the beneficial effects of inclusion. However, parents worried about the deficit
of relevant facilities and underqualified teachers at regular schools. One more concern is
associated with the lack of social understanding of what inclusive education is, and it results
into difficulty with the acceptance of children with special needs in their environment.
According to parents, society is not aware of the benefits that both children with special needs
and their typically developing peers may gain when they study together.

The group of researchers (Abdina, Yeleussizova, Kakimzhanova, Turgaleyeva,
Zhanarstanova and Kaskarbayeva, 2018) explored the views of parents who have children
with special needs in North Kazakhstan. Families strongly believed that government, school
and society are to support and provide educational services to their children. Parents support
the view that financial and personal problems of families discourage meeting the needs of
their children (Abdina et al., 2018).

2.7 Conclusion
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To summarise, there are several gaps in the literature regarding the perspectives of
parents who have a child with DS. Therefore, they were addressed in this study. Firstly, a
large number of studies were conducted in the 20™" century and may be considered as out-of-
date. Secondly, the majority of studies were completed in Western developed countries, and
studies in the Kazakhstani context are limited. National studies within inclusive education
have just recently started to appear, and this study might contribute to the field within the
Asian context. Third, the research studies have explored the parental views of children with a
wide spectrum of disabilities. The purpose of this study is to explore the views and attitudes

of parents of school-aged children with DS towards inclusive education in Petropavlovsk.
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Chapter Three: Methodology

3.1 Introduction

The previous chapter showed what is already known about the parental perspectives of
children with special needs towards inclusive education. This chapter describes the
methodology used in the study. Specifically, this chapter provides information about the
rationale of the qualitative research method adopted in the research. Moreover, it details the
characteristics of the sample and site. Besides, the chapter describes the process of data
collection and data analysis. Lastly, the limitations and ethical concerns of the research are
outlined.

3.2 Research Design and Rationale

This part describes the research design used in the study and provides reasons why a
particular method was applied. There are three types of research design: qualitative,
quantitative and mixed methods. Each of them has its own features and advantages.
Quantitative research focuses on the exploration of the relationships between different
occurrences and relies on the numbers. In contrast, qualitative research deals with the words
and provides an in-depth understanding of the issue or phenomenon. As Muijs stated,
qualitative research helps the researcher "to really get under the skin of a phenomenon™ (2004,
p. 9). Another major reason for using a qualitative approach in this study is that it explores a
sensitive topic (Skovdal & Cornish, 2015).

Previous studies (Fox, 2016; Hess et al., 2006) have shown that parental views of
children with special needs are not taken into account in the decision-making process.
Skovdal and Cornish (2015) pointed out that the qualitative approach is an effective way to
give voice to those whose opinion is usually not considered. Therefore, it is rational to
employ the qualitative research method in which the researcher seeks to listen to the

participants and build an understanding of what is heard (Creswell, 2013). Moreover, the
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researcher explores how parental experiences, expertise, and other factors influence their
behaviour and attitude towards the phenomenon (Maxwell, 2008).

Quialitative research is associated with the term 'umbrella’ because it includes a variety
of research methods such as observations, interviews, case studies, and ethnographic research
(Muijs, 2004). For this study, the qualitative case study was chosen in order to get insights
into parental perspectives and attitudes towards inclusive education. It was indicated that case
studies provide a 'thick description' of what participants experienced in their lives, what
concerns and expectations they have towards the issue (Geertz, 1973, as cited in Cohen et al.,
2007, p. 254). Skovdal and Cornish (2015) suggested that issue-focused research helps the
researcher to develop a better understanding of the problem and its effect on the group of
people. Six case studies of families who have school-aged children with DS were investigated
in the current study.

With the focus on exploring parental experiences, the nature of inquiry justifies using
a phenomenological design. By referring to the phenomenological-based inquiry, the
researcher seeks to listen to participants about their lived experiences about a phenomenon
(Creswell, 2013).

3.3 Research Site

All six semi-structured interviews were conducted in Petropavlovsk and took place at
the scheduled time and location suggested by participants for their convenience. Two
interviews took place at the same location, to be precise, in the foundation 'Sunny Children'. A
detailed description of the foundation is provided later. The next two interviews were held at
the respondents’ houses, and a further two interviews were conducted via telephone. Although
the last two respondents initially agreed to participate in face-to-face interviews, difficulties
meeting in person due to the spread of COVID-19 resulted in a decision to provide interviews

via telephone.
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The foundation 'Sunny Children' was established in Petropavlovsk over five years ago
and was initiated by two mothers who have children with DS. Respondent 1 said that via the
Internet, they had known about foundations run in Russia and they were inspired by their
successful experience in the area of inclusive education. Thus, two mothers of children with DS
came up with the idea to create their own organisation 'Sunny Children’ that aimed to support
mothers who have children with DS and their children in Petropaviovsk. Once a week, children
and their parents gather and their children communicate with each other, draw, dance, play, and
engage in other leisure activities. In the first four years, parents were required to raise funds to
ensure the functioning of the foundation. During that period, children learned to sew toys from
felt which were sold at different exhibitions. Currently, the foundation has official sponsors.

According to Respondent 1, the children who attend this foundation are the only
children with DS who have gone on stage and danced in Kazakhstan. The mother believes that
it is thanks to the hard work of their dance teacher, who teaches children with DS to dance
despite their problems with balance and spatial orientation. Also, children have been engaged
in drawing classes from 2017. One self-educated student comes and teaches boys and girls to
draw pictures. Some children have won prizes in different competitions. Additionally, they
perform doll performances accompanied by music. In her interview respondent 1 said that
mothers initiated various classes and craft projects to help their children with DS to develop
and interact with their peers.

3.4 Sample and Sampling Procedure

Purposeful sampling and snowball strategies were adopted for selecting participants
for the current study. The main feature of the qualitative approach is the purposeful sampling
that was used to explore the experiences of parents who have children with DS and their
views towards inclusive education. The strategy in which particular participants, in this case -
parents of school-aged children with DS, were chosen because they could provide important

information that other resources cannot provide (Maxwell, 2008). Parents of children who are
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aged 7-16 were regarded as 'knowledgeable people' as they have in-depth knowledge about
the problem and they shared their experience and expertise in the area of inclusive education
(Cohen et al., 2007, p.97).

The researcher selected one participant who has a school-aged child with the diagnosis
of DS and founded the organisation 'Sunny Children’ in Petropavlovsk. Then the snowball
strategy was applied in the study. The first respondent was as an informer who identified, and
helped the researcher to contact the other five respondents who have similar characteristics
and interest in the topic. As Cohen et al. wrote, the snowball sampling is "useful for sampling
a population where access is difficult, maybe the topic is sensitive" (Cohen et al., 2007,
p.116). Thus, the remaining five participants were selected through the snowball strategy. In
total, six participants took part in the interviews. According to Creswell (2013), the sample
size depends on what research design was adopted by the researcher. From the review of
various qualitative studies, Creswell (2013) indicated that case studies include from four to
five respondents, whereas the sample size in phenomenology ranges from three to ten
respondents.

A purposeful sampling strategy perfectly fitted into this small-scale study and was
used to involve participants of different ages and status. Criteria for selecting the subjects for
this study were as follows: 1. Be a parent of a child with Down syndrome, 2. Have a school-
aged child, 3. Live in Petropavlovsk.

Table 1 details information about the participants. This information will be useful in
data analysis. The codes shown in Table 1 will be used throughout the paper instead of
participants' names to maintain their confidentiality.

Table 1. General Information about Respondents

Participants Gender Respondents’  Child's Marital ~ Number Membership
age
age status of in the

Foundation
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children ‘Sunny

in family  Children’

Participant ~ Female 34 14 Married 2 Yes
1

Participant ~ Female 43 11 Married 2 Yes
2

Participant ~ Female 9 Widow 3 No
3

Participant  Female 51 10 Divorced 1 Yes
4

Participant  Female 39 16 Married 1 Yes
5

Participant  Female 44 7 Single 3 No
6

As can be seen in Table 1, respondents can be divided into two categories: those parents
who are the members of the foundation 'Sunny Children' and those who are not. The data in
Table 1 shows that respondents of different ages and marital status took part in the interviews.
In order to gain a better understanding of parental experiences and perspectives, the section
below provides detailed information about each participant.

Participant 1 is a 34 year old female. She raises two children with her husband. Her
daughters are 14 and 4 years old. The eldest daughter is diagnosed with DS. She attended
regular pre-school classes, and then, she studied in 1-4 classes in a correctional school, now she
gets homeschooled. The respondent's husband runs his own business. Respondent has higher
education. She had been working as a psychologist at a school for 9 years. Currently, she is on

maternity leave, but she runs private practices and focuses specifically on children with DS.
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She is also one of the founders of the organisation 'Sunny children'. The socioeconomic status
of the family is average.

Participant 2 is a 43 year old female. She is married. The respondent did not reveal her
educational level. It is known that she is a housewife and her husband works at a factory. Based
on the story of the mother, their family frequently has financial issues. The family has two
children: a son (14 years old) and a daughter (11 years old). The daughter has DS. She attends
a correctional school.

Participant 3 is female. She did not reveal her age or education. Her husband died, so
she raises three daughters alone —they are 17, 16, and 9 years old. Her 9-years-old daughter has
DS. The daughter studies in a correctional school. The family moved from the village to the
city where they rent a flat. The respondent does not work at present because her daughter with
DS needs care and support.

Participant 4 is a 51 year old female. She has only one child. Her daughter is 10 and
attends a correctional school. The birth of a child with DS influenced her marriage. Her ex-
husband left the family after the child's birth, and the child did not get any financial support
during the first few years. Currently the respondent is a businessperson. Their socio-economic
status is above average. According to the respondent, they have plans to move to Astana.

Participant 5 is a 39 year old female. She is married. They raise a 16 year old daughter
diagnosed with DS who attends a correctional school. The respondent has a degree in higher
education. Her area of specialisation is teaching foreign languages. According to the
respondent, it was hard to keep a balance between work at university and caring for a child with
special needs. As a result, she left her workplace and is a housewife at present. It can be seen
from the responses that the mother is very educated and well informed about the experience of
foreign countries in the area of inclusive education due to her professional skills; she knows
such foreign languages as German and English and it helps her to get access to international

literature.



PARENTAL PERSPECTIVES TOWARDS INCLUSIVE EDUCATION 27

Participant 6 is a 44 year old female. She refused to share much information about her
family. From her responses, it is clear that she raises her children alone. She has three sons, and
the third boy, who is 7 years old, has DS. He is homeschooled. Currently, the respondent is a
housewife, but she worked as a teacher.

As shown in Table 1, only the first respondent's child had one year of experience of
studying in a pre-school regular setting. The children of the other five respondents study in
correctional schools or receive homeschooling.

3.5 Data Collection Instruments

Semi-structured face-to-face interviews were considered as an effective instrument for
data collection. According to Creswell (2014), interviews are characterised by a high response
rate because they are scheduled in advance, and "sample participants typically feel obliged to
complete the interview" (p.384). The interview protocol (see Appendix 1) comprised open-
ended questions that were designed to address the research question and guided by the
literature review. Cohen et al. (2007) defined a number of advantages of open-ended
questions. One of them is flexibility. The participants talked on the research topic in their own
way and led to unexpected findings. Secondly, it enabled the researcher to ask additional
questions to gain a deeper understanding of the response or resolve a misunderstanding. In
addition, it helped the researcher test the expertise and opinions of respondents.

The interviews were conducted in two ways. Four participants had face-to-face
interviews, while two parents responded to the interview questions via phone. When doing the
telephone interviews, the researcher scheduled the phone calls at a time when respondents
were available and had sufficient time to think over questions and provide full answers. Muijs
(2004) argued that in comparison to face-to-face interviews, telephone interviews are easier in
terms of confidentiality and result in more sincere responses. However, the disadvantage of
telephone interviews is that the researcher cannot see the respondents’ gestures, posture and

mimes during the conversation (Creswell, 2014).
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3.6 Data Collection Procedures

As soon as the Nazarbayev Universty Graduate School of Education (NUGSE) Ethics
Committee sent approval to conduct the study, the researcher contacted the participants via
telephone and sent an informed consent form via WhatsApp messenger. The consent detailed
the main features of the study: its topic and purpose, expected duration of the interview, the
risks and benefits, the rights of participants, and contact information in case participants have
any questions, concerns or complaints about the interview (see Appendix 2). The informed
consent forms are important because, as Cohen et al. (2007) defined, the information included
in the consent form influences the decision of participants whether to participate in the
research or not. After reviewing the consent forms and agreeing to take part in the interviews,
the participants were contacted again to schedule a convenient day, time, and place to be
interviewed.

Prior to the interview, each respondent signed two copies of the consent form and
returned one copy to the researcher. Before the interview, the participants were reminded
about the purpose of the research; the measures taken to ensure anonymity and confidentiality
of the interviewee, and that interviews would be recorded.

Each interview was conducted individually in the places preferred by the participants
for their convenience and comfort. The interviews were audio-recorded All interviewees
preferred to converse in Russian. Along with recording, the researcher took notes in the
provided spaces in the interview protocol. Following the interview, the respondents were
shown these notes to ensure their reliability. The participants interviewed via telephone
followed the same procedure as described. The researcher used a Cube ACR recorder on a
smartphone to record the telephone interview.

All audio-recorded interviews were transcribed. Two of them were transcribed using
online software Trint and Sonix, while the researcher transcribed the remaining four

manually. Then the transcribed data was translated into English for further data analysis.
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3.7 Data Analysis Methods

The names of all participants were coded to ensure the anonymity of respondents
(Respondent 1 — Respondent 6). The data was saved on the personal computer of the
researcher protected by a password.

The researcher reviewed each data document separately and noted meaningful
segments or topics in each document by underlining the words, phrases or sentences. When
these topics were identified in all data documents, the researcher made a table that comprised
all the topics on the same sheet. Each column of the table represented a certain data
document. Thus, the table had six columns. Afterward, the researcher highlighted similar
topics with the same colors across the different columns. Similar topics were coded and
categorised in relation to emerging themes.

The researcher did not use any computer data analysis program, the data was coded
manually even though the process took considerable time (Creswell, 2013).

3.8 Ethical Concerns and Risks of Research

This section describes the measures taken to ensure research ethics. Following
approval from the NUGSE Ethics Committee, the participants received consent forms that
highlighted the voluntary nature of the participation in the current research. Apart from the
indication of the research topic, its purpose, risks, and benefits, the consent form informed the
participants about the right to withdraw at any moment or refuse to answer certain questions
during the interview. Additionally, the researcher ensured that the names of participants and
all the names mentioned in the interview would be coded to keep them anonymous. When all
participants agreed to take part in the interviews, they signed two copies of the consent form
and one of the copies was given back to the researcher.

3.9 Limitations

This section provides information about the limitations of the current study that should

be addressed in future research.
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The first limitation of the study is associated with the lack of representativeness of the
sample. All six respondents in the current study were mothers of school-aged children with DS.
In order to address this limitation, it is recommended that future research should involve both
mothers and fathers because previous studies (Balboni & Pedrabissi, 2000; Durmaz et al., 2011)
showed that sometimes fathers have different views and perspectives compared to mothers.

The second limitation of the study relates to the small number of participants. Therefore,
the results of the study cannot be generalised.

Despite the fact that telephone interviews have some benefits, it is recommended to
conduct interviews face-to-face in further research because it is important to both hear voices
and see the body language of the respondents.

3.10 Conclusion

The methodology chapter provides an overview and the rationale for the research
design, the sample, the instruments, the data collection procedure, and the data analysis
methods adopted in the current study. The interview was recognised as an effective tool to use
and explore the perspectives of parents who have school-aged children with DS towards
inclusive education. By applying the purposeful sampling alongside the snowball strategy, the
researcher recruited six participants in the present study who provided in-depth knowledge
about their experiences and expertise in the research problem and shared their worries and

expectations about inclusive education.
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Chapter Four: Findings and Discussion

4.1 Introduction

This chapter focuses on the findings that emerged from the collected data and discusses
the research findings in terms of exploring the views of parents who have a school-aged child
with DS towards inclusive education in Petropavlovsk. In addition to the main purpose of the
study, the research aimed to investigate what parents of school-aged children with DS feel about
the inclusion of their children in mainstream schools in Petropavlovsk. It will shed light on the
factors that have a considerable influence on parental attitudes and beliefs, and find out whether
and how parents advocate for the rights of their children with DS.

The following research questions were addressed in the study:

e What are the attitudes of parents of school-aged children with Down syndrome
towards the inclusion of their children in mainstream schools in Petropavlovsk?

e What factors influence parental attitudes towards inclusive education?

e How do parents advocate for the rights of their children with Down syndrome to be
included in mainstream schools in Petropavlovsk?

In order to answer these research questions and obtain more insightful answers from the
participants, a qualitative research design, more precisely, semi-structured interviews were
employed.

The chapter is divided into three parts and is aligned with the research questions of the
study. The first part provides an answer to the first research question and shows whether parents
support the inclusion of their child who has DS in a mainstream school or not. The second part
is devoted to the second question and demonstrates the factors that influence how parents feel
towards inclusive education. The last part aims to answer the third question and reveals if
parents make efforts to fight for the rights of their children who have DS and the ways in which

they advocate for them.
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4.2 Attitudes of Parents of School-aged Children with Down Syndrome Towards
the Inclusion of Their Children in Mainstream Schools.

In order to answer research question one, the Respondents were asked whether they are
familiar with the term 'inclusive education’ and how they perceive it. Hence, in response to the
question 'Have you ever heard about the term 'inclusion'?' only four out of six mothers reported
that they have heard about the term 'inclusive education'. In contrast, Respondent 2 has heard
the term, but does not have a clear understanding of what it is and how it will be implemented.
The remaining Respondent, number 3 stated that she has no idea what it is. However,
Respondent 3 became interested and asked the interviewer to explain the concept of ‘inclusive
education’. The resulting explanation on what inclusive education meant helped her to answer
the subsequent questions. She did not respond to some interview questions because they were
difficult to answer due to her limited knowledge. Nevertheless, she proposed the benefits and
possible challenges that would emerge on the way to inclusive education.

There are similarities between the attitudes of parents of children with DS in the current
study and those described by Al Neyadi (2015), Boer et al. (2010), Khamidulina (2018), Leyser
and Kirk (2004), and Palmer et al. (1998). The majority of parents have a positive attitude
towards inclusive education. Although all respondents indicated the possible challenges on the
way to developing inclusive education, five out of six respondents acknowledged the
importance of including a child with DS in a mainstream setting. This study has been unable to
match those observed in the previous research (Stoiber et al., 1998) that demonstrated that
single parents and families with more than three children have a negative impact on parental
views towards inclusive education.

Regarding the question: 'What benefits can your child acquire from a regular school?"
responses corroborate the ideas of parents in the studies by Al Neyadi (2015), Kasari et al.
(1999), Rafferty et al. (2001), Shevlin (2002), who indicated that children with special needs

can improve social skills, academic behaviour and become prepared for the future.
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Table 2. Benefits that Chidren Acquire from Regular Schools

Themes Number of Respondents
Role modelling of behaviour 5 (Respondents 1, 2, 4, 5 & 6)
Development of social skills 3 (Respondents 1, 4 & 5)
Realisation of their potential 2 (Respondents 1 & 5)
Adaptation to society and preparation for 1 (Respondent 3)
real life

It is evident from Table 2, that modelling of behavior by peers, development of a child's
social skills, the opportunity for a child to reach their full potential, a chance to adapt to society
and prepare for their future life are the main benefits that were indicated by the respondents.

4.2.1. Role modelling of behavior.

The majority of respondents claimed that the inclusion of their children alongside their
typically developing peers could have a positive influence on the behavior of their child. This
finding is in agreement with Kasari et al. (1999) conclusions. In their study, they revealed that
parents of children with DS were 69% more likely to regard their children's peers as an
advantage of regular schooling because they are role models for their children with special
needs. According to Respondent 1, it is a stereotype that children with DS have difficulties in
remembering and repeating gestures due to problems with the vestibular apparatus and
problems with memory. On the contrary, Respondents 1,2,4,5 and 6 argued that their children
can mime and copy gestures they see. Respondent 1, who founded the organisation 'Sunny
Children' said that the performance of their children in annual dance competitions contradicts
the myth that children with DS cannot reproduce the gestures or body postures they see.

We have a dance teacher who has worked with our children in the foundation these

last five years. She admits that it was hard to organise the children at the beginning

because they could not even stand straight. Weekly dancing training, and the teacher’s

love and dedication helped her to organise the children and turn them into the dancers
they are. Believe it or not, in April our children participated in the Republican
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Festival 'Zhuldyzai' and they were the only children with the diagnosis of Down
syndrome in Kazakhstan who danced on the stage (Respondent 1).

Therefore, parents assume that looking at the behavior of typically developing peers and
interacting with them provides an opportunity for children with DS to see, and then model
behavioural norms. This assumption matches those observed in an earlier study. In this previous
study, parents agreed that children with DS 'benefitted tremendously’ from being in a
mainstream setting, especially leading to an improvement in their behaviour and social skills
(Bryant, 2015, p.10). Respondents 2 and 6, who have more than one child in their families,
stated that typically developing siblings are role models for their child with DS at home and
have a positive effect on the behavior of their child.

As | told you, I have three sons. The youngest one is diagnosed with Down syndrome. But

| see that my two older sons provide a model for their behaviour, and their friends come
to us and treat the younger son as a little brother (Respondent 6).

Respondents 4 and 5 also indicated modelling as one of the benefits that children may
acquire from a regular setting, and this affects their experiences and the achievements of their

children in various social activities.

I do not expect improvements in academic performance, but if we talk about children with
Down syndrome, they are imitators. Sometimes they are called copiers. My daughter
easily copies my gestures, blinking, fingers moving, whatever. Such children are like
sponges that absorb every object they see around them. If she is in an environment where
children demonstrate disadvantageous behavior, she will repeat that and behave badly
(Respondent 5).

There was an interesting assumption indicated by Respondent 4, who associated role

modelling with the academic improvement of her child.

My child might learn better. For example, typically developing children start writing in
the lesson. My child, looking at them, would start doing the same but at a slow pace.
(Respondent 4)

This finding seems to be consistent with other research that found parents of children
with special needs indicated that typically developing children act as role models for social and

academic behavior (Downing & Peckham-Hardain et al., 2007, as cited in Al Neyadi, 2015).

4.2.2. Development of social skills.
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Three out of six respondents indicated that their children with DS could develop
communication skills through interaction with their typically developing peers. Respondents 1,
4, and 5 emphasised the importance of their children acquiring social skills to enable those
children with DS to communicate, ask for help, obtain what they need, protect themselves, get
along with people, make friends and develop healthy relationships.

It was the initiative of respondent 1 to create a foundation in Petropavlovsk that pursues
two main goals. First, it aims to support mothers who have a child with DS. Second, it strives
to create a community for children with DS to interact with each other and develop social skills.
Respondent 1 suggested that it is necessary to provide an environment where children with DS
are encouraged to learn to speak and socialise, and she agreed that a regular setting is a better
place for children with DS to acquire and develop social skills. Respondent 4 reported that her
daughter has difficulties in building relationships with children and she hopes that a regular
setting may help to overcome this problem. In her story, she reported that when her child went
to a correctional group in kindergarten, she persuaded the administration to allow her child to
go for a walk with typically developing children three times a week and interact with them
during outdoor activities. She did this because she strongly believes that inclusion would have
a positive effect on the development of her child's communication skills and interaction with
peers. In accordance with the present finding, a previous study (Bryant, 2015) demonstrated
that an inclusive environment leads to positive changes in a child's relationships with friends
and teachers. Respondent 5 is convinced that it is crucial to provide a regular environment for
children to learn how to socialise. In addition to participation in social activities organised by
the foundation for children with DS, this mother took the initiative. Hence, they go to a club in
the city library every Saturday to ensure that her child communicates with typically developing
peers, and both mother and child are pleased with this opportunity. It is encouraging to compare

the benefit indicated by parents with that found by Graaf et al. (2012). They indicated that
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regularly placed children with Down syndrome developed their speech and language skills
better than specially placed ones.

4.2.3. Realisation of a child's potential.

Respondents 1 and 5 suggested that regular schools might provide more opportunities
for their child to realise their potential. These responses can be associated with the high
educational level of respondents 1 and 5 and their awareness of the achievements of other
countries in the area of inclusive education. This study confirms that parental education and
competence in the area of inclusive education influence the perspectives and opinions of parents
(Leyser & Kirk, 2004; Stoiber et al., 1998). According to respondent 1, children have wider
opportunities in regular schools compared to correctional ones. Mainstream schools provide
more possibilities for children to have access to computers, visit museums and theaters, and
participate in various contests. It is her belief that these opportunities might broaden a child's
mind and discover hidden talents that could be significant in a child's future. Respondent 5 is
convinced that children with DS have great potential, can achieve a great amount in their lives
and strongly believes that DS children could reach their full potential in mainstream schools.

4.2.4. Adaptation to society and preparation for real life.

When respondent 3 received an explanation of what inclusive education is, she proposed
that a regular setting might help children with DS adapt to society. Still, it is necessary to ensure
that the adults and children involved accept her child. This mother was sincere when she
expressed her fears about the future. This result may be explained by the fact that this woman
is raising three children alone. When their primary income provider died, the family moved to
the city and had to rent a flat. The Respondent worries about how her child with special needs
will live in the future after she passes away. Therefore, she considers that studying with
typically developing people might prepare her child for the future. This finding mirrors those
of a previous study that examined the perspectives of parents of children with and without

disabilities towards inclusion (Rafferty et al., 2001). Rafferty and her colleagues (2001) found
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that almost all parents agreed that inclusion enables children with disabilities to participate in a
wide range of activities and prepare them to function in the real world. Additionally, it leads to
the acceptance of children with disabilities in the community.

4.3 Factors that Influence Parental Attitudes Towards Inclusive Education

Of the six parents who answered the question 'How do you feel about inclusion for your
child?’ the responses of five were negative. These findings further support the idea of Boer et
al. (2010) who showed that, in the views of parents, the inclusive setting is not a good option
for their children with disabilities. Parental concerns were associated mainly with the lack of
available resources and individual instruction in regular schools.

The most striking result that emerged from the data is that only respondent 5 felt positive
about the inclusion of her 16 year old child. However, this finding in the current study does not
support previous research. In the study by Palmer et al. (1998), it was indicated that the more
years a child spends in a special class, the more negative parents are about inclusive education.
Returning to the current study, Respondent 5's responses can be associated with the mild level
of severity of the child's diagnosis and the area of this respondent's specialisation. She supports
the idea of inclusive education for her child only in the case of mainstream schools providing a
tutor and a curriculum that is suitable to the learning style and needs of her child.

In their interviews, respondents proposed possible challenges that may emerge in
mainstream schools.

Table 3. Challenges That May Emerge in Mainstream Schools
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Theme Number of Respondents Respondents
Child's problems with 5 Respondents 1, 2, 3,4 & 6
health
Negative attitude towards 6 Respondents 1, 2, 3,4,5 &
children with Down 6
syndrome
Lack of learning resources 4 Respondents 1, 4,5 & 6

and adequate service

Psychological-Medical- 5 Respondents 1, 2, 3,4 & 6

Pedagogical Consultation

Table 3 displays the various factors that influenced the opinions of the respondents.
The child's health problems, negative attitude towards children with DS based on stereotypes,
PMPC, a lack of resources and inadequate services were identified by respondents as the main

barriers to inclusive education.

4.3.1. Children’'s health-related issues.

The majority of respondents defined their child's health issues as one of the main barriers
to inclusive education. A possible explanation for this might be the level of severity of a child's
disability. It is known that children with DS have common health issues like heart disease,
problems with their vestibular apparatus and thyroid. Each respondent shared their own story
in the interview and revealed the emerging problems related to their child's health, which
prevented parents from accepting the idea of inclusion for their child.

According to respondent 1, her child started walking and speaking as a typically
developing child in her early years. They lived the experience of going to regular kindergarten

and pre-school. Nevertheless, these parents did not favour a regular school as an option for their
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child. The mother's concerns were related to her child's short attention span that required an
individual approach that was not accommodated in the regular school. Respondent 2 is
convinced that her child's speech impairments decrease the opportunity for that child to study
in mainstream schools because she would not have been able to express herself and
communicate verbally with peers and teachers. Respondents 3 and 4 assumed that mainstream
school would not be a good educational setting for their children because of their phonophobia.
According to Respondent 3, her child went to a regular mini-center for children when they lived
in a village, which was a stressful experience. Her child started to panic and hid under the table
when the other children became noisy in the room. Similarly, Respondent 4 defined her child's
fear of noise as one of the issues; additionally, it is difficult for her child to self-care; she always
needs someone to help her use the toilet or get dressed, for instance. Respondent 6 strongly
believes that neither correctional nor mainstream schools are a safe place for her child with DS.
According to her response, her child might be in danger at school because he can hardly walk
upstairs. She supposes that schools cannot provide proper care and attention for her child. Her
child's problems with body coordination and chewing were indicated as the main barriers to his
studying at a mainstream school.

These findings are in line with the findings of another study (Lyons et al., 2016) in which
parents indicated a child's current health status, communicative abilities and behaviour as the
major barriers for children with DS to attend a regular setting.

4.3.2. Negative attitude towards children with Down syndrome.

All respondents were concerned that in a regular setting, parents, children, and teachers
may harbour negative attitudes towards children with DS based on stereotypes and
superstitions. The responses are associated with the gender of respondents and negative
experiences that have influenced their views. Table 1 shows that all respondents are mothers.
During the interviews, these mothers sincerely expressed their fears and concerns about how

their child may be treated in society. In order to have a better understanding of this challenge,
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a further analysis based on the following sub-themes was conducted: (1) Attitudes of typically
developing children, (2) Attitudes of parents of typically developing children.

Sub-theme 1: The attitudes of typically developing children. Respondent 6 worried that
her child might face negative attitudes from his peers in mainstream settings. As a
recommendation, she suggested that peers should be either older (in order to treat her child as
a little brother) or 2-3 years younger. The mother is convinced that teachers are in charge of
building positive relationships and a welcoming atmosphere to ensure the acceptance of a child
with DS as a full participant in the class by typically developing children. This finding matches
those observed in the earlier study by Shevlin (2002). Respondent 5 considered that children in
regular school might tease and offend her child. This mother’s belief was based on a childhood
experience when she and her classmates made fun of a classmate with developmental
disabilities. Therefore, she admits that her child may encounter a similar negative attitude from
her peers in class. This finding corresponds to the study by Salisbary (1992, as cited in Boer et
al., 2010) in which parents of children with special needs were concerned about the risk of
bullying. Respondent 4 was also convinced that a mainstream school is a dangerous place for
her child in terms of her psychological and emotional well-being. She is afraid that children in
schools may insult her child, mainly due to her distinctive physical characteristics, which places
her child in a vulnerable position. According to the mother, if children in mainstream schools
treat her child negatively, it may result in psychological pain for her daughter. This finding
accords with the earlier study (Leyser & Kirk, 2004), which revealed a number of parental
concerns towards mainstreaming, mainly that of the emotional well-being of their children. In
accordance with the views of parents who have children with special needs, mainstream settings
may negatively influence the emotional development of their children.

Difficulties in building relationships with typically developing children in mainstream

schools was mentioned by Respondent 3 in her interview. In her opinion, in order for other



PARENTAL PERSPECTIVES TOWARDS INCLUSIVE EDUCATION 41
children to form a positive attitude towards her child, it would better that they have younger
peers.

Sub-theme 2: The attitudes of parents of typically developing children. Respondent 1
often mentioned the word 'stereotypes' in her interview and emphasised that these over-
generalised beliefs form social attitudes towards children with DS. This finding is congruent
with the previous research (Gilmore et al., 2003) that explored both the community's and the
teachers' attitudes towards children with DS. The study has shown that stereotypes tend to lead
people to focus on the syndrome rather than on the uniqueness of each child.

In response to the question "What challenges would emerge on the way to inclusion?’
Respondent 1 was anxious that her child could be regarded as aggressive and unstable by
parents who believe in these fixed stereotypes. She considers that if typically developing
children offend or cause her physical pain, and she dares to protect herself and fight back, her
behavior will be considered as aggressive and lacking control. Respondent 2 expressed serious
concerns about possible negative attitudes towards her child in a regular setting. It is linked to
an experience that the family had in a correctional school. According to the respondent, she had
to advocate for her child's right to study in a correctional school when the family of a child with
a mental impairment stated that her child was aggressive and dangerous to the other children in
the class. This incident shows that parents of typically developing children may have negative
attitudes towards children with DS based on these stereotypes, and they could turn their own
child against another child with a disability. As a result, this unpleasant story had a negative
influence on both mother’s and the child's health and well-being.

Similarly, Respondent 3 had negative experiences that influenced her opinion. She
supports the view that due to stereotypes, parents might be against placing children with
disabilities in an educational setting with their non-disabled children. This mother recalled the
period when her child went to kindergarten in the village. Parents of typically developing

children were opposed to her child because they believed that she was aggressive and their
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children were under threat. She admits that parents may put pressure on teachers and the school
administration, which might have a negative influence on the school community. Respondent
5, who is highly qualified in the area of education, associates attitude formation with
upbringing. In her opinion, in the process of growing up, children's opinions are formed by their
parents and society; thus, their relationship to the world around them depends on adults. In most
cases it is evident that children behave, act, and think the way their parents do. The older
children get, the more difficult it becomes not to notice that all people are different. Young kids,
on the other hand, do not make any judgements between children with special needs and those
without them. Based on her personal experience, Respondent 5 discussed a situation whereby
parents of typically developing children complained that their children play together with her
child in the playground. The point is that parents of typically developing children impose their
opinions on their children. This finding can be interpreted through the lens of the ecological
systems theory introduced by Bronfenbrenner (Shaffer & Kipp, 2010). According to
Bronfenbrenner, the microsystem is the inner layer of the whole system where the child grows
up and interacts with the immediate family. Thus, parents have a vital impact on the
development and attitude of their child.

4.3.3. Lack of learning resources and adequate services.

It is apparent from Table 3 that the majority of respondents indicated a lack of learning
resources and adequate services in mainstream schools as the main pitfall to the development
of inclusive education. This study produced results that corroborate the findings of a great deal
of the previous work in this field (Boer et al., 2010; Dimitrios et al., 2008; Khamidulina, 2018;
Leyser & Kirk, 2004; Rafferty et al., 2001).

In order to gain a better understanding of this challenge, further analysis is based on the
following sub-themes: (1) Underqualified teachers, (2) Lack of teaching assistants, (3)
Challenging school curricula in mainstream schools. These responses can be associated with

the higher educational level of respondents and their experience.
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Sub-theme 1: Underqualified teachers. Respondents 1 and 5 defined inadequately
qualified teachers in mainstream schools as a challenge that prevents the implementation of
inclusive education. These responses are related to the personal experiences of the respondents
and their knowledge of international developments.

Respondent 1 was convinced that teachers in mainstream schools could not meet the
needs of children with DS. This is associated with her personal experience. According to the
interviewee, her child studied in pre-school with typically developing peers. At the end of the
academic year, specialists recognised that her child had not acquired any skills throughout the
school year. It was evident for the mother that teachers were not ready to accommodate the
needs of her child in regular settings due to their lack of competence and unwillingness to do
so. This result is in line with the finding of the study by Abdina et al. (2018) where they found
that teachers working in an inclusive setting were underqualified. The authors' reflection on the
findings were that firstly, teachers opt for teaching positions because they have no other
employment opportunities. Second, the courses that teachers undertake are mainly focused on
theory rather than on practice. The third reason is the high workload of certified teachers in
inclusive schools. Respondent 5 seemed to have a good grasp of the American and Canadian
educational system where children with disabilities are welcomed in mainstream schools as full
participants. Additionally, the respondent appeared to be knowledgeable about local regulations
and laws. According to her, there must be individual educational plans (IEP’s) that should be
designed by PMPC specialists in Kazakhstan for teaching children with special needs to enable
children with disabilities to study in mainstream schools. It presupposes that children study
those subjects that are prescribed by an IEP with specially trained teachers, who, in the
respondent’s belief, do not currently work in regular schools.

Sub-theme 2: Lack of teaching assistants in mainstream schools. Half of the

respondents consider that having a tutor or teaching assistant in class is crucial to ensure an
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inclusive and safe environment for their children. These responses are associated with personal
experiences and knowledge about inclusive education.

Based on her experience working as a psychologist in a regular school, respondent 1
knows that it is difficult for one teacher to meet the needs of thirty children in one class. In her
opinion, the school can be regarded as inclusive if there is additional support for children with
disabilities. Therefore, she is convinced that tutors should be present in the regular class and
assist children with special needs. Knowing about inclusive education in the USA, respondent
5 agreed with the opinion of respondent 1 and considered that tutors for special students may
play a significant role in a regular setting. Respondent 5 would have agreed for her child to
study in a mainstream school if the school could have provided a tutor for children with
disabilities. Similarly, Respondent 6 has a positive attitude towards inclusive education in the
case of regular schools ensure tutoring services for children with DS. Taking into account the
specialisation of the respondent, who worked as a schoolteacher, she emphasised that tutors
should provide quality service in mainstream schools that is more than ‘just for show’. The
study confirms that teaching assistants are associated with the effective learning of children
with DS in regular classes (Fox et al., 2004; Johnson, 2006).

Sub-theme 3: Challenging school curriculum in mainstream schools. Two
respondents indicated that curriculum in mainstream schools posed a challenge along the path
to inclusive education. Mainstream schools offer a standard curriculum, and, in the opinions of
respondents 4 and 5, if their children could have studied in a mainstream school, they might
have found the standard curriculum challenging. With regard to this issue, respondent 5 said
that the individual approach of teaching with differentiated tasks designed and then assigned in
accordance with the level of a child's development, and the presence of a tutor are key factors
in ensuring successful academic performance of children with special needs in mainstream
schools. Her response is linked to her teaching experience and awareness of inclusive practices

in other countries. The findings of the current study are consistent with those of Johnson (2006)
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and Kendall (2019) who discovered that curricula in mainstream schools are not relevant for
children with DS. This is in agreement with Cuckle's (1999) findings, which emphasised the
importance of differentiation to ensure the access of children with DS to education. As
respondent 4 stated, PMPC specialists suggested her child study in an inclusive school.
However, she refused this option. Knowing the weaknesses of her child, the respondent
believed that her daughter would not have met the requirements of the standard school
curriculum. It is difficult to explain this response, but it might be related to the divorced marital
status of the mother; consequently, she feels a high degree of responsibility for the well-being
of her only child.

4.3.4. Psychological-Medical-Pedagogical Consultation (PMPC).

Sixty-six per cent of those who were interviewed indicated PMPC as a barrier for their
children with DS to be included in inclusive settings. It seems possible that these results are due
to the personal experience of the respondents. Respondents 1, 2, 4 and 5 have negative views
about PMPC. This most noteworthy finding, which extends the results of the previous study
(HRW, 2019) on the role of PMPC in education, is consistent with the parental responses of
children with special needs in the large cities of Kazakhstan such as Almaty, Nur-Sultan,
Kostanay, Kyzylorda, Shymkent and Taldykorgan.

According to respondent 1, mothers spend twenty-four hours, seven days a week with
their children with DS and know their strengths and weaknesses, needs and interests, but her
opinion was ignored by the commission; therefore, she interfered in the procedure and insisted
on having test materials changed. She is convinced that PMPC specialists make hasty decisions
without allowing the child to think over the given task. Respondent 2 associated PMPC with a
negative and dreadful experience. In her opinion, the building and specialists do not provide a
welcoming atmosphere for parents and their children with special needs. Similarly, PMPC is
considered a stressful experience by respondent 4. Respondent 5 criticised the work of PMPC.

According to her, specialists focus on children's disorders rather than on their individual needs.
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4.4 Proactive Roles of Parents for the Rights of their Children with Down
Syndrome.

In order to answer the third research question, Respondents were asked to indicate
whether they have ever made an effort to fight for the rights of their child with DS and to share
their experience about taking advocacy roles. One-third of the interviewees (Respondents 3 and
6) indicated that they had never had a situation when their child was offended and/or they had
to protect their child's rights. These responses can be related to the age of their children with
DS. These respondents’ children are 7 and 9 years old. They are younger in comparison to the
children of respondents 1, 2, 4 and 5.

It is evident that the birth of a child with special needs leads to changes in the lives of
parents. As soon as a family finds out that their child has a disability, they enter a world with
its own rules, terminology, and personnel. The majority of respondents shared their feelings as
well as the changes that occurred in their families after the birth of a child that was diagnosed
with DS.

The following extract from the interview with respondent 1 shows that due to the lack
of knowledge among parents, the birth of a child with DS is regarded as a negative and
destructive factor for the family.

When mothers give birth to a child with Down syndrome, we have ‘zero’ information.
Mothers get into a vacuum with a lack of information. What we knew was only what our
doctors had said. Doctors said that it is better to abandon a child because she will be like

‘a plant’, she will not recognize you and your husband, that my husband will leave the
family and I will stay with this child alone (Respondent 1).

Similarly, respondent 5 said that when her child was born, she was misinformed.
According to this respondent, her child was made to study in a correctional organisation because
it was regarded as the only educational option for children with special needs in Kazakhstan.
After a while, she studied the phenomenon and found this to be false information.

The comment below shows that it was difficult for respondent 4 to accept the diagnosis

of her child. What is more, the birth of her child negatively influenced her marriage. She
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divorced after a while and had no financial support. Although these results differ from the
previous study by Durmaz et al. (2011), where parents stated that the birth of a child with DS
did not influence the family integrity, they are consistent with those of Issakhanova (2019). In
her study, parents admitted that they felt depressed where they were told the diagnosis of their
child, and they wanted to commit suicide.

I knew about child's diagnosis 3 days after my child was born. | became hysterical at that
moment. A psychologist helped me to overcome this stress. It was suggested that | leave
my child with the diagnosis of Down syndrome at the hospital because, in the doctor's
opinion, I would be ashamed of having such a child. They predicted that the child's ability
to communicate verbally and to walk ranged from non-existent to minimal. They said that
| was not ready to nurture such a child and she would be a burden on me in the future.
There was a situation when | tried to commit suicide, but it was such an unconscious
action. The first three years were tough. My husband and I got divorced. Whenever | went
to the hospital and to the shop with my child — I burst into tears. Then I realised that she
is my daughter, and | loved her (Respondent 4).

A comparison of these parental responses reveals that these families accepted their child
along with their needs and weaknesses. Parents were also thrown into the role of advocates for
their children and they had to stand up for the rights of their child.

Table 4. Parental Proactive Roles

Themes Respondents
Foundation initiatives Respondents 1, 2, 4 & 5
Contribution to a child's development Respondents 1 & 4
Parental self-study Respondents 1 & 5
Advocacy role Respondents 1, 2,4 &5
Early mainstreaming Respondents 1, 3,4 &5

As can be seen in Table 4, five broad themes emerged from the analysis of parental
responses. In accordance with the interviewees, they had to play a proactive role starting from
the birth of their child. The majority of respondents became members of a foundation in
Petropavlovsk. Thanks to the foundation, children with DS interact with their peers, develop
art and dancing skills, participate in various competitions, and raise awareness about children

with DS in society. Thus, it was the initiative of the parents to invite a speech pathologist from
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Russia to share her experience and methodology of how to work with children with special
needs. Two respondents mentioned that they contributed to the development of their children.
One-third of the respondents demonstrated knowledge and expertise in the area of inclusive
education in Kazakhstan and the international context. Over half of the interviewees mentioned
PMPC and the Department of Education as places where they advocated for the rights of their
children. The majority of the Respondents acknowledged the importance of early
mainstreaming and that, according to the responses, this project has recently been realised in
Petropavlovsk.

4.4.1 Foundation initiatives.

Respondents 1, 2, 4 and 5 consider the foundation as a platform for their children to
socialise and develop skills. Dancing, drawing and handcrafting help children to develop basic
skills and escape from rooted stereotypes. As a consequence, they promoted themselves on the
local and national level when they participated in the 'Zhuldyzai' festival and achieved first
place. Thus, they contradicted the myth that children with DS are incapable of coordinating
their body, and remembering and repeating gestures. Additionally, the foundation helped to
empower and improve the personal qualities of parents. This finding is in agreement with the
previous research (Issakhanova, 2019), which states that non-governmental organisations unite
mothers of shared interest and develop parental self-esteem and confidence.

4.4.2. Contribution to a child's development.

In their interviews, respondents 1 and 4 mentioned that they spent money on their child's
development. According to respondent 1, there were 16 extracurricular clubs in the correctional
school, but her child with DS was not allowed to attend them. Then the mother initiated
extracurricular lessons of dance and art for her child and proved to the administration of the
school that her child is not hopeless. Being one of the founders of the organisation 'Sunny
Children' in Petropavlovsk, the mother said that parents contributed money for the development

of the organisation during its first four years. That autumn, for example, the mothers in the
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foundation were looking to have a meeting with a speech pathologist from Russia whose
seminar has already been paid by the foundation. As soon as her child was five years old,
respondent 4 started consulting with various speech therapists and psychologists in the city with
the aim of developing her child and preparing her for school. When her daughter started going
to school, the mother controlled her child's achievement. She was dissatisfied with the school's
curriculum and asked for the teacher to differentiate the tasks in the lesson according to the
level of her child's development. The mother argued that it took her much time and money, and
she expected results from the efforts.

Hence, the information gathered from these responses can be associated with the
average socio-economic status of parents. In accordance with the present result, a previous
study (Kenny et al., 2005) demonstrated that parents of children with special needs invested
much time, energy and resources to get the best for their children.

4.4.3. Parental self-study.

In comparison to other participants, respondents 1 and 5 showed extensive knowledge
in the area of inclusive education. This is connected with the higher educational level of these
parents and awareness about inclusive policies and practices in other countries.

In her interview, respondent 1 appeared competent in her knowledge about Russia's
experience in the area of inclusive education. She learned that Russian specialists had developed
a methodological pack of books and workbooks for children with DS. In connection with this,
the mother said that they keep in touch with the parents of three children with DS who,
according to the decision of PMPC specialists, were excluded from the school. The families of
these children left Kazakhstan to live in Russia. It was surprising for mothers in Petropavlovsk
to discover that the children from these families went to mainstream schools in Russia and were
welcomed in society. According to respondent 5, when her child was born, she was
misinformed. She was told that in Kazakhstan children with special needs only have one option

- to go to a correctional educational institution. The internet was not available for the family at
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that time, and the mother had to find information about the diagnosis from various sources.
Later, she found out that no law in Kazakhstan mandates that children with DS must go to a
correctional school and be registered at a psychiatric hospital. Respondent 5 seemed to have
expertise in this area. She is in a more advantageous position because, due to her professional
skills, she can read and understand English and German literature. She read about DS in
international publications and explored the diagnosis from both biological and medical
perspectives. She thus realised that foreign countries regard DS as a syndrome. In the mother's
belief, in Kazakhstan they focus on a medical approach that originated in the Post-Soviet period,
where DS is perceived as a disease. The respondent said that she read and consulted with her
acquaintances before the interview. In conversations with her friends in the USA and Canada,
she found out that children with DS study with typically developing children in regular schools.
Concerning Kazakhstan, she recently suggested that PMPC specialists should design learning
programmes that offer an individual approach in schools in Kazakhstan so that children with
DS can attend regular classes together with their typically developing peers. In mother's
responses, they should study those school subjects that are prescribed in the Individual
Educational Plan (IEP) designed for children with special needs, but, unfortunately, they do not
have such an option.

4.4.4. Advocacy role.

In response to the question "Have you made an effort to advocate for the rights of your
child?’ four out of six respondents answered that they have. Respondents 3 and 6 indicated
that they had never had a situation when their child was offended and/or they had to protect
the rights of their child. These responses are associated with the lack of experience because
their children are younger (seven and nine years old) in comparison to the children of other
interviewees, whereas respondents 1, 2, 4, and 5 played a proactive role in advocating for

their children.
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In her interview, respondent 1 shared information of a situation that occurred in PMPC

that led her advocating for her child's rights.
Once they showed pictures of bad quality and asked my daughter to find mushrooms on
them. | said that my child suffers from astigmatism. | insisted on changing to a picture
that was of better quality, and she found everything on it. Then she was given a text to
read and retell. While my child was thinking, one of the specialists started writing that
my daughter does not understand instructions and has problems with reading
comprehension. Here | had to fight for the rights of my child. | asked the commission to
give more time for my child to think and paraphrase some of the instructions. Then my
child managed to complete the tasks. I spend 24 hours, 7 days a week with my child. I

know her strengths and weaknesses best, but people who work in PMPK ignore parental
opinions.

Respondent 1 knows that many mothers, due to their lack of knowledge and
confidence, cannot defend the rights of their child. An increased necessity for advocacy in this
study corroborates earlier findings. In their study, Hess et al. (2006) emphasised that parents
should have access to information about all possible educational options for their children to
fulfill "the need to assist families in learning to be advocates for their children through
education, support and the use of family mentors" (p.156). Respondent 2 stated the following
"Every time my child and | go to PMPC, there is a climate of fear. Instead of creating a
welcoming environment, the commission starts asking questions. So, it is a stressful
experience both for my child and me". Respondent 5 commented, "I have to read a lot before
going to PMPC in order to advocate for the rights of my child. Otherwise, they prefer to
ignore my presence". The necessity to seek out resources and study laws to educate
themselves about inclusive education was also acknowledged by parents in the study by
Bryant (2015). Respondent 4 advocated for her child's rights in schools, PMPC, and the Local
Department of Education. According to her story, the mother started advocating for her child
when they went to kindergarten. She went to PMPC and the Local Department of Education
to enable her child to go to a regular kindergarten. In response to this request, the mother was
told that her child was not allowed to go to the regular institution, and that it could lead to
complaints among the parents of non-disabled children. When her daughter went to a

correctional school, the mother monitored her child's learning process. The parent was
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persistent in her visits to the correctional school because she was dissatisfied with the
curriculum in correctional schools. She argued that thanks to prior contributions to the
development of her child and regular work with the child at home, her daughter is able to
count to ten and read words consisting of four or five letters. She suggested that teachers
should differentiate the tasks in their lessons by taking into account the individual needs of
learners. However, according to the mother, the school did not provide an opportunity for her
child to master these acquired skills due to the limitations of the curriculum in the school.
Therefore, the respondent referred to PMPC and insisted on changing the school. However,
another correctional school did not meet the mother's expectations either. In her interview,
respondent 5 reported that she had been advocating for the rights of her child throughout the
latter's life. She describes advocacy as 'the fight'. This finding is consistent with those in the
study by Fox (2016), where parents of children with special needs described their advocacy
role as a battle against professionals who considered that they knew the child better than the
parents did. In this mother's opinion, it is important, first, to be knowledgeable about laws and
regulations in order to advocate. According to her, she had to fight for the right to get a
disability certificate. It took the family much time and effort to secure a place in the
correctional kindergarten and school. This accords with the earlier study (Kenny et al., 2005),
which showed that parents struggled at every stage — from preschool to primary school and
from primary to secondary school.

When | went to the Department of Social Protection, | had to explain to them what they

have to do. | need a document, but | cannot do it on my own; therefore, | have to explain

and prove to the personnel who provide services there that | have a right to this
(Respondent 5).

In the comment above, the respondent expressed her doubts in the competency of some
specialists. A possible explanation for this may be a general lack of awareness about children
with special needs in the city. This finding corroborates the idea of Denivarova and Abdresheva

(2015). They suggested that the right to quality education is not fully satisfied due to the
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insufficient awareness of people about the rights and services for people with special needs in

the country.

4.4.5. Early mainstreaming.

A large number of those interviewed suggested that placing children with and without
disabilities together in one setting should start in the kindergartens. This result is comparable
to the findings of previous work. Shevlin (2002) and Bryant (2015) also revealed that parents
expressed their preference for mainstreaming in early childhood.

Respondents 1, 2, 4, and 5 support the belief that an inclusive environment should be
provided for both children with DS and non-disabled peers at an early period of their lives.
These responses are associated with the foundations of grounding arguments. According to
respondent 1, a special kindergarten in Petropavlovsk welcomes children with various special
needs. Four years ago, parents claimed that their children did not progress in their development
in this kindergarten. Thus, parents from the foundation 'Sunny Children' addressed this issue,
reported it to the officials of the City and Regional Departments of Education, and convinced
them to accept children with DS in a regular kindergarten. They argued that being in a regular
setting at an early age enables their children to interact with non-disabled peers, which allows
them to imitate their behavior and acquire social skills. Since the implementation of inclusive
education is promoted throughout the country, in Petropavlovsk some kindergartens welcomed
children with DS on an experimental level. Parents of younger children with DS were pleased
that their children were accepted in regular kindergartens. In terms of young children with DS,
who go to regular kindergarten now, respondent 2 noted that such pre-school placement
provided opportunities for those children to develop a range of social skills, which are not
accessible in special settings. In her interview, respondent 4 noticed that those children with DS
whose parents opted for inclusive kindergartens have shown significant progress in their skills
acquisition and behaviour due to their interactions with typically developing peers. According

to respondent 5, a young child does not distinguish between typically developing children and
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those who have special needs. As the interviewee said: "young children lack knowledge about
DS". Therefore, this requires a welcoming pre-school community with the necessary staff to
encourage the acceptance of children with DS in regular groups and be role models for typically
developing children to develop a positive and tolerant attitude towards children with
disabilities. This finding is in agreement with the previous research (Graaf et al., 2012), which
claims that pre-school educators need to model and foster social interactions between typically
developing children and those with special needs. Thus, typically developing children who
spend time with children with special needs in a regular setting may benefit significantly from
their interactions, such as a greater willingness to accept diversity.

4.5 Conclusion

The purpose of this chapter is to present the findings collected through the interviews
and analyse them with reference to previous studies. First, parental perspectives on inclusive
education were analysed. All respondents showed a positive attitude towards inclusive
education, but the mainstream school was not indicated as being the best option for their
children with DS. The second part detailed the factors that influence parental opinion and
beliefs. The last section was devoted to the representation of proactive roles that parents play

in order to fight for the rights of their children.
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Chapter Five: Conclusion

5.1 Introduction

This chapter outlines the main conclusions that provide the final thought on views and
perspectives of parents who have a school-aged child with DS towards inclusive education in
Petropavlovsk. It consists of three sections. The first section summarises the study and
provides a general overview. The second section informs about the possible educational
implications. The third section details the limitations of the present study and makes
recommendations for further research.

5.2 Summary of the Study

This section provides a summary of the study, the main goal of which is to determine
parental perspectives of school-aged children with DS towards inclusive education.

The qualitative research adopted case study and phenomenology designs to address
three research questions: (1) What are the attitudes of parents of school-aged children with
Down syndrome towards the inclusion of their children in mainstream schools in
Petropavlovsk? (2) What factors influence parental attitudes towards inclusive education? (3)
How do parents advocate for the rights of the children with Down syndrome to be included in
mainstream schools in Petropavlovsk?

The study has shown that parents of school-aged children who have the diagnosis of
DS and live in Petropavlovsk have a positive attitude towards inclusive education;
nevertheless, the majority of respondents do not regard the mainstream school as a good
setting for their children with special needs. Although many parents indicated the benefits that
regular schools may provide, they hold a negative attitude towards the inclusion of their
children with DS in a mainstream setting. The findings of this study suggest that a child's
problems with health, a negative attitude towards children with DS, PMPC, a challenging
curriculum, lack of teaching assistants and underqualified teachers in mainstream schools are

the main barriers on the way to inclusive education. The results of this research support the
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idea that such factors as parental level of education, socio-economic status, personal
experience, and expertise in the area of inclusive education have a significant impact on the
perspectives, opinions, and behavior of parents. Another significant finding to emerge from
this study is that the birth of a child with DS influences the families in different ways.
Parental life can be associated with the 'battlefield' where mothers have to fight for the rights
of their children with special needs.

5.3 Educational Implications of the research

This small-scale research has added to a growing body of literature in the context of
Kazakhstan. Whilst the study took place in the city of Petropavlovsk and the findings cannot
be generalised to the whole population of Kazakhstani parents who have a child with DS,
several implications of the research can be indicated.

5.3.1 Implication for policy makers. Inclusive education is associated with the
development of respectful and collaborative relationships between teaching staff, parents, and
local communities (Booth & Ainscow, 2002). Parental voice is crucial because they play a
primary role as caregivers, and they possess comprehensive knowledge of the child’s
strengths, weaknesses, interests, and needs. It is highly important to expand the involvement
of parents in the decision-making process. Therefore, one of the implications is to empower
parents of children with DS on a personal and public level by taking part in various
empowerment programmes. Thus, families may become confident and competent enough to
make decisions, to protect the rights of children, to speak out on behalf of their children, and
change legislation for the well-being of children with DS in the country.

Another implication is to explore the experience of countries in the Central Asia
region and globally in the field of inclusive education and contribute to the development of
methodology and learning materials for the quality teaching of children with DS. One more
implication is to implement Individual Educational Plans that would accommodate the needs

of children with DS in mainstream schools in collaboration with parents and teaching staff.
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5.3.2 Implication for the Ministry of Education and Science. Based on the conclusions,
a challenging curriculum and lack of qualified teachers are defined as one of the main pitfalls
in mainstream schools. One of the implications is to stimulate internship programmes for
graduates of Nazarbayev University Graduate School of Education, who obtain their Master's
in the area of Inclusive Education, aimed to get experience and practice in international
countries. Subsequently, these specialists could arrange courses for local teachers and
teaching assistants to develop theoretical knowledge and master practical skills at school.

5.4 Limitations and Recommendations for Future Research

The findings in this thesis are subject to at least three limitations that should be
addressed in future research. The most important limitation lies in the fact that this study lacks
a representative variety of respondents. The current study has only explored the views and
perspectives of mothers who have school-aged children with DS in Petropavlovsk. Further
research is needed to account for the varying respondents and involving fathers in the study.

Another limitation of this study is that the number of respondents was relatively small.
Future trials should involve a larger number of respondents.

Unfortunately, the researcher had to conduct two interviews with parents via the phone.
It was an unexpected occurrence related to the rapid growth of COVID-19 cases in the country.
In the case of similar situations emerging, it is recommended that interviews in further research

be undertaken via Zoom or Skype to enable a researcher to hear and see the respondents.
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Appendices
Appendix 1: Interview Protocol
Interview Protocol

Project title: The perspectives of parents who have school-aged children with Down syndrome

towards inclusive education in Petropavlovsk.

Time and date of the interview

Place of the interview

Interviewee

Contact details

After greeting and introducing yourself, the participants are told about the purpose of the
research; the measures taken to ensure anonymity and confidentiality of the interviewee (all
the names mentioned in the interview will be removed and the collected data will be used only
for research purposes); and the approximate duration of the interview. The interviewees are
given the consent form to read attentively and sign. The participants are reminded about
audio recording while interviewing. The audio recorder is turned on.

Interview questions

1. To get started, could you tell me a bit about yourself and your family (age, place of
living, workplace, etc.)?
2. Have you ever heard about the term ‘inclusion’? How do you perceive it?
3. Did/does your child with Down syndrome attend regular school?
e If yes, what challenges did/ does your child and/or family encounter on the
way to inclusion?
e If no, in your opinion, what challenges would emerge on the way to inclusion?
4. How do you feel about inclusion for your child?
Are there any fears? If yes, what are they?
5. What do you expect from teachers, school authority, other children and their parents in
schools? What kind of support would you like your child to get in school?
6. Do you acknowledge the importance of including your child in mainstream setting?

e If yes, what benefits can your child acquire from inclusion?
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7. Have you made an effort to advocate for the rights of your child?
e If yes, what activities have you engaged in for advocacy?

8. What recommendations would you give to ensure equal access to education and social

acceptance of children with Down syndrome in mainstream schools?
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Appendix 2: Informed Consent Form
CONSENT FORM
The perspectives of parents who have school-aged children with Down syndrome
towards inclusive education in Petropavlovsk

DESCRIPTION: You are invited to participate in a research study on investigating parental
attitudes of children with Down syndrome towards inclusive education in Petropavlovsk. You
will be asked to take part in face-to-face interviews, which will be audio recorded in order to
compile an accurate summary of the interview through transcription.

TIME INVOLVEMENT: Your participation will take approximately 30-40 minutes.

RISKS AND BENEFITS: The risks associated with this study are minimal. In case you may
feel stressed and uncomfortable to answer the questions, it is within your right to refuse to
answer any of the questions or being interviewed. The benefits which may reasonably be
expected to result from this study are sharing what challenges and expectations you have
towards inclusive education, which may lead to getting more quality education and support in
educational setting.

PARTICIPANT’S RIGHTS: If you have read this form and have decided to participate in
this project, please understand your participation is voluntary and you have the right to
withdraw your consent or discontinue participation at any time without penalty or loss of
benefits to which you are otherwise entitled. The alternative is not to participate. You have the
right to refuse to answer particular questions. The results of this research study may be
presented at scientific or professional meetings or published in scientific journals where the
participants’ anonymity will be ensured.

CONTACT INFORMATION:

Questions: If you have any questions, concerns or complaints about this research, its
procedures, risks and benefits, contact the Master’s Thesis Supervisor for this student work
(Supervisor's name, e-mail)

Independent Contact: If you are not satisfied with how this study is being conducted, or if
you have any concerns, complaints, or general questions about the research or your rights as a
participant, please, contact the NUGSE Research Committee to speak to someone
independent of the research team. You can also write an email to the NUGSE Research
Committee at gse_researchcommittee@nu.edu.kz

Please sign this consent from if you agree to participate in this study.
* | have carefully read the information provided;
* [ have been given full information regarding the purpose and procedures of the study;

* [ understand how the data collected will be used, and that any confidential information
will be seen only by the researchers and will not be revealed to anyone else;

* [ understand that I am free to withdraw from the study at any time without giving a
reason;
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» With full knowledge of all foregoing, I agree, of my own free will, to participate in this
study.

Signature: Date:
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®OPMA NTHOOPMALIMOHHOI'O COI'JIACUA

IlepcnekTUBBI poauTeJie aeTell NIKOJBLHOI0 BO3pPacTa ¢ CMHAPOMOM JlayHa Ha MMYTH K
HHKJIIO3UBHOMY 00pa3oBanuio B [lerponasioBcke.

OIIUCAHME: Bam npeaniaraetcsi IpUHATH y4acTHE B UCCIEA0BATEILCKOM paboTe,
HaIIPaBJICHHOM HA U3y4YEHHUE OTHOILICHMS POAUTENIEH IeTel IIKOIBHOIO BO3pacTa C
cunapomoM JlayHa o OTHOIICHHIO K HHKJIFO3UBHOMY oOpa3oBanuio B [letponasnoscke. Bac
HOTIPOCST NMPHUHATH y4acTHE B IUYHOM WHTEPBBIO, KOTOPOE MPOIIUTCS OKOJIO Yaca u Oyaer
3aMKCaHo Ha ayJuo.

BPEMS YYACTMUA: Bame yuactue 3aiimet okoio 30-40 MUHYT.

PUCKHU U IPEUMYIIECTBA: pucku, CBS3aHHBIE C 3TUM HCCIIEI0BAHUEM,
MHUHHMMAaJbHBI. B ciydae eciu Bo BpeMsi HHTPEBbIO Bbl omtyIiaere crpecc min HEKOTOpbIe
BOTIPOCHI ITOKAKYTCsI BAM HEYMECTHBIMH, Y Bac ecTh mpaBo He 0TBeUaTh Ha BOIIPOC HITH
0TKa3aTbCs OT y4acTusl B MHTEPBbIO. [IpenMyIiecTBOM 1aHHOIO UCCIIEI0BaHUS,05KUAAEMOTO B
pe3yabTare, sIBISETCSI BO3MOKHOCTD TOACIUTHCS IEPEKUBAHUSIMH U TIEPCIICKTHBAMU B
paMKax MHKJIIO3UBHOI'O 00pa3oBaHUs, KOTOpbIe C(HOPMHUPYIOT KayeCTBEHHOE 00pa30BaHue U
MOJIJICPIKKY B 00pa3oBarensHOM chepe.

ITPABA YYACTHMKA: Ecnu Bbl powin 3Ty GopMy, OXKaTYHCTa, TOUMUTE, YTO BbI
MMeEeTe MPaBo 0TO3BaTh CBOE COTJIACHUE WIIM MIPEKPATUTD JEHCTBHE. TIPaBO. AJIbTEpHATUBOU
ABJISIETCA HE ydacTHe. Bbl nMeeTe paBo 0TKa3aTbCsl OTBEYATh HA KOHKPETHBIE BOIIPOCHI.
Pesynbratel 3TOr0 HCcneqoBaHus OyIyT HAMMCAHBI B T€3UCE MAarucTpoB. OHU TaK)KE MOTYT
OBbITH MPE/ICTaBICHbl HA HAYYHBIX WIM IPOPECCHOHATIBHBIX COOPAHUAX WM ONyOIMKOBaHBI B
Hay4YHBIX )KypHaJIaX.

KOHTAKTHAA HH®OPMALIUA:

Bonpocsr: Eciu y Bac ecTh kakue-1100 BOPOCHI, MPOOIEMBbI WIIH KaJloObl Ha 3TO
UCCIIEIOBaHKE, €T0 MPOLEyphl, PUCKU U BBITO/IbI, CBSXKUTECH PYKOBOJAUTEIEM ITON pabOThI
(MMsI pyKOBOJUTENISI, KOHTAKTHI).

He3aBucumbliii kKoHTaKT: ECiin Bac He YCTpanuBacT TO, KaK BbI pa60TaeTe, 06paTI/ITeCL B
Uccnenosarensckuit komuter NUGSE B gse_researchcommittee @ nu. edu.kz

[Toxanyiicra, HOAMUIINATE 3TO COTIIACHE.

* Sl BHUMATENBHO MPOYUTAII IPEIOCTABICHHYIO HHPOPMAIIHIO;
* MHe ObLi1a peocTaBieHa moJjiHas nHGopMaIus o el UCCIIeI0BaHuS;

* Sl nonumaro, Kak OyayT coOupaThCs NaHHbIE, U UTO Jt00ask KOHGUACHIINATbHAs
uHpopmanus OyeT BUIHA KOMY-THOO e1e;

* S1 moHMMaro, YTO 51 MOT'Y CBOOOTHO IOKMHYTh KaOMHET B JIt000e BpeMs O6e3 00bsICHEHUs
NPUYYH;

* lIMes moJIHOE 3HAHKE 000 BCEM 3TOM, S COTJIACEeH C MOEH COOCTBEHHOM BOJICH.

IToamuce: Jara:
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Appendix 3: The ecological systems theory
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