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Parents” experiences educating their children with a disability enrolled in homeschooling

in Kosshy.

Abstract

There are several special education provisions for children with disabilities in
Kazakhstan, including home education which is characterized as an alternative model of
education to mainstream and private educational organizations. Hence, parents become the
central figure in managing the home education process as the meeting special needs of
children depends on their knowledge and experience. The present study explores parents’
experiences in home educating a child with special needs in Kosshy. This case study applied a
qualitative approach, the data was collected through face-to-face interviews with six parents
about their experiences in home educating a child with disabilities. The findings demonstrate
that the diagnosis of a child's special needs brings negative psychological, social and financial
impacts on parents” life. Moreover, the findings of the present study illustrate the problems
parents experience in home-educating their children in one region of Kazakhstan including a
lack of teachers™ skills, issues related to a child's diagnosis, and certain challenges parents face
such as providing a separate study room for a child. Furthermore, the support parents receive
is limited and scarce and most parents shared that they are not provided with an opportunity to
be involved in the decisions related to their child's education and get rare opportunities to visit
non-academic activities at school. This indicates that the home education process for children
with special needs in Kazakhstan may not be well organized in some regions of the country
due to the lack of a clear system, guidelines for schools, teachers, and information for parents.
Hence, these findings suggest that parents need adequate support and active involvement in

the home education process to meet the needs of a child effectively which may be possible
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through a close partnership between parents, school and community with shared goals and

responsibilities.
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OnbIT poauTeJiel o0yuyaronme CBOMX JieTeil ¢ 0COObIMH NOTPEOHOCTSIMU HA IOMY B
ropoae Kocubi
Annoranus
B Kazaxcrane cymiecTByeT HECKOJIBKO CIIEUaIbHBIX 00pa30BaTeNbHbIX MPOrpaMM s
neTelt ¢ 0COOBIMH MOTPEOHOCTSAMH B TOM YHCIIE IOMAIIHEe 00y4eHHe, KOTOpoe
XapaKTepU3yeTcs KaK albTepHaTUBHAs MOJIeNIb 00pa30BaHUs 110 CPABHEHUIO C OOBIYHBIMU U
YacTHBIMU 00pa3oBaTeabHbIMU Opranu3anusmu. [Ipu nromamineM oOyuyeHUN pOAUTETU
CTaHOBSTCS LIEHTPAJIbHOU (PUrypOii B yIpaBIEHUH MIPOLIECCOM JIOMAIIIHEro 00pa3oBaHus,
MTOCKOJIBKY YJIOBJIETBOPEHHE 0COOBIX OTPEOHOCTEH JAETEH 3aBUCUT OT X 3HAHUM U OmbITa. B
HacTosIIel paboTe UCCIIEeNYEeTCs OMBIT POIUTENCH B JOMAITHEM 00y4eHUH peOeHKa C
0coObIMU TOTpeOHOCTSIMU B ropojie Kocmibl. B aTom TematnyeckoM uccienoBaHuu
MIPUMEHSIICA KaueCTBEHHBIN MOIX0 U JaHHbIEe ObUTH cOOpaHbl MyTeM JIMYHBIX Oeces ¢
MIECTHIO POJUTEIISIMHA 00 MX OTIBITE JOMAITHETO 00yUeHUs peOeHKa ¢ OrpaHMYCHHBIMU
BO3MOXHOCTSIMU. [loydeHHbIE pe3ynbTaThl MOKA3bIBAIOT, YTO AUATHOCTUKA OCOOBIX
noTpeGHOCcTel pedeHKa OKa3bIBaeT HEraTUBHOE MICUXO0JIOTUYECKOe, COLIMAIbHOE U (PMHAHCOBOE
BO3JICHCTBUE HA KU3Hb poauTeNiell. boiiee TOro, pe3ynbTaThl HACTOSIIETO UCCIIEIOBAHUS
WUTIOCTPUPYIOT MPOOJIEMBI, C KOTOPHIMU CTAJIKUBAIOTCS POJAUTENH TP JOMAIIHEM O0yYeHHUH
CBOMX JieTel B 0lHOM pervone Kazaxcrana, Bkitouasi HEXBaTKy HABBIKOB YUUTEJCH,
poOJIeMbl, CBSI3aHHBIE C AMArHO30M peOeHKa, U Olpe/ie]IeHHbIE CII0AKHOCTH TaKUe KakK
MIpeI0CTaBJICHNE OTJEIbHON yueOHOI KoMHATHI [Tl pebenka. Kpome Toro, otder o
MOJJIEP>KKE POJIUTENICH OTPaHUYEH U CKYJECH, U OONBIIUHCTBO POAUTENCH MOACTHINCH TEM,
YTO UM HE MPEAOCTABISIETCS BOBMOKHOCTh Y4aCTBOBATh B MIPUHITUH PEIICHUH, CBSI3aHHBIX C
oOpa3oBaHueM UX peOCHKa, U OHU MOJIy4aloT peIKIe BO3MOKHOCTH MOCENaTh

HCAKaICMUYCCKUC MCPOIIPUATUA B HIKOJIC. 910 YKa3bIBACT HA TO, YTO IMPOLCCC NOMAIITHETO
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oOy4eHus aereit ¢ ocoObMu moTpedHOCTsAIMU B Kazaxcrane MOXeT OBITh IJIOX0 OPraHU30BaH
B HEKOTOPBIX PErMOHAX CTPAHbI M3-32 OTCYTCTBUS YE€TKOH CUCTEMBI, PYKOBOISAIINX
MIPUHIIUIIOB YIS IITKOJI, yauTener u nadopmammu aist poauteneii. CienoBarensHo,
CYLIECTBYET HEOOXOJUMOCTb B TECHOM MAPTHEPCTBE MEXKLYy POJUTENSMHU, IIKOJIOHN 1
00IIeCTBOM € OOIIMMH LIETSIMU, ¥ 00SI3aHHOCTSIMHU, KOTOpBIe o0ecriedar 3P PpeKTHBHYIO
MOJIEPKKY POAUTENSIM B YOBJIETBOPEHUH TOTPEOHOCTEH JIeTeil ¢ 0cOOBIMU MOTPEOHOCTIMU,

IMoJIyJaromux JOoMallHee 06p2130BaHI/I€.
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Kocubl KanacbIlHAaFbI epeKile KaKkeTTLIiri 6ap 0ananapsbiH yiie OKbITATAH aTa-
aHaJIapAbIH TIKipuoeci
AnpaTtna
Kazakcrannma epekiie KaxeTTuliri 6ap Oananapra apHairad OipHeIe apHaibl OLTIM

Oepy Oarmapiamaiapsl 0ap, COHBIH Oipi Y OKBITY. ATaJiFaH OKBITY TYP1 KaJIITbI OLTIM
OepeTiH kKoHe kKeke OUTIM Oepy YHbIMIapbIHBIH OaiaMachkl 00JIbil Ta0bUTaNbI. by perre, ata-
aHa yiJie OKbITY IPOLECIH YHBIMIACThIPY/1a MaHbI3/Ibl TYJIFaFa alfHaa bl, O TKEH1
Oananap/blH epeKile KaKeTTUIIKTepiH KaHaFaTTaHAbIpy aTa-aHajap/blH OUTIMI MEH
Toxipubecine OaimanbIcThl. by sxymbic Kocibl KamacklHIaFbl epekie KaxeTTuIir 6ap
Oananap/ibl Yii/ie OKBITY/IaFbl aTa-aHACBIHBIH TOKIpHOECiH 3epTTeiiai. by keiic-3epTreyne
camablK TOCUT KOJITAaHBUIBI )KOHE JIEPEKTEP alThl aTa-aHAHBIH €PEKIe KAKETTUTIT 0ap
OaJsiaHbl Yii/Ie OKBITY TOXIPHUOEC] TypalIbl KEKe SHTIMENeCy apKbUIbl )KUHAJBL. AJBIHFAH
HOTWKeTep OajaHbIH epeKIle KAKETTUTIKTePIH UarHOCTUKAJIay aTa-aHajJapIblH eMipiHe
TICUXOJIOTHSUIBIK, QJIEYMETTIK ’KoHE Kap KbUIBIK KaFbIHAH TEPIC dcep CTETIHAITH KOpCeTe/Il.
Ocpl 3eprTeyaid HoTnxkenepi KazakcranHbiH Oip aiiMarbIHIaFbl aTa-aHaJlap IbIH OanagapbiH
yiiie OKBITY Ke31H1e MYFaTIMIEp IiH JaFIblIapbIHbIH KOKTBIFbIHA, OaJIaHbIH AMATrHO3bIHA
OaiiaHbICTHI JKOHE Kel JkaFaaiinapaa Oanara xeke oKy OeJIMeCiH YChIHYFa KaThICThI
npoOieManapMeH Ke3aeceTiHiH kopceTTito COHBIMEH KaTap, aTa-aHajapra KOpCceTuIeTiH
KOJI/1ay LIEKTeY1 ’KoHEe TaIllIbl COHJIali-aK aTa-aHalapAblH KOMIILIIr: 6anackiHbIH OUTiM
anyblHa OaliIaHBICTHI MIEHIIM KaOblIayFa KaTbICyFa MYMKIHAIK OepUIMEreHIIriH xKoHe
MEKTEITEr1 akaJIeMUsIIBIK eMeC ic-Iapanapra KaTbICYIbIH CUPEK MYMKIH/IIKTEpIHE He
exeHiMeH OeuicTi. by KasakcTanHbIH KeliOip eHipiepiHae epeKile KaKeTTUTIKTepi 6ap
Oananmap/pl Yiie OKBITY ITPOLIEC] MEKTENTep, MyFaTiMJIep YILIIH HaKThl )KYHEHIH, OacIIbIIbIK

KaruaaTTapJblH XOHC aTa-aHaAJIap YI_I_HH AKIapaTTbIH 60J'IMayBIHa 0OalJIaHBICTEI Hamap
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YIBIMAACTBIPBUIFAHBIH KopceTeai. Jlemek, Oy HoThxKemnep aTa-aHanap, MEKTeIl KoHe KOFaM
apachlHa OpTaK MaKcaTTapbl MEH MIHIETTEP1 Oap THIFBI3 CEPIKTECTIK KAXKET OUTKEH1 Oy
yiiie OUTiM aJaThlH epeKIne KaKeTTUTikTepl Oap OananapabiH KaKETTUTIKTePiH

KaHaraTTaHJIBIPY YIIIH aTa-aHaJlapFa THIMJII KOJIIay KOpPCETYTe bIKITAJ KacauIbl.
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Chapter One: Introduction
Inclusive Education globally

In 1948, education was marked as a fundamental right in the Universal Declaration of
Human Rights. The Salamanca Statement and Framework for Action on Special Needs
Education by the United Nations Educational Scientific and Cultural Organization (UNESCO)
in 1994 was the continuation of the idea of ensuring equal access to quality education for all
children as a fundamental human right despite individual differences. It declares that “regular
schools with an inclusive orientation are the most effective means of combating discriminatory
attitudes, creating welcoming communities, building an inclusive society and achieving
education for all; moreover, they provide an effective education to the majority of children and
improve the efficiency and ultimately the cost-effectiveness of the entire education system”
(UNESCO, 1994, Article 2). Thus, inclusive education is a system which creates an
opportunity to attend mainstream schools despite various needs for all children including
“disabled and gifted children, street and working children, children from remote or nomadic
populations, children from linguistic, ethnic or cultural minorities and children from other
disadvantaged or marginalized areas or groups” (UNESCO, 1994, Article 3).

Regardless of becoming a global phenomenon in education, there is no concrete
concept of inclusive education that is utilized universally. Therefore, the understanding of
inclusive education may vary across regions, nations, and contexts due to the culture, history,
and other individual peculiarities (Hernandez-Torrano et al., 2020). In some places, inclusive
education is perceived as special education with more focus on disability. In contrast, in other
communities, the term is applied more broadly concentrating on all individual differences of

children, such as socio-economic background, gender, ethnicity, and ability (Hernandez-
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Torrano et al., 2020). In one regard, the definition of inclusive education was categorized into
six by Ainscow (2005); it starts with focusing on the diverse needs of people with disabilities
in a mainstream school to create a welcoming society where people are not discriminated
against on the basis of their individual differences and needs. On the other hand, Messiou
(2016) noticed a danger of marginalization of a particular group of children who do not belong
to a specific category. The various interpretations of inclusive education can lead to

misunderstandings and a lack of systemic approaches worldwide.

Inclusive Education in Kazakhstan

Kazakhstan is a diverse country that is characterized by various linguistic, ethnic,
cultural, and religious groups of people (Bridges, 2014). Therefore, making the education
system inclusive without discrimination and barriers was one of the main priorities of the
government. The right to education is marked in the Constitution of the Republic of
Kazakhstan as a fundamental base. Moreover, after taking independence in 1991, numerous
international documents and conventions have been ratified by Kazakhstan's government to
provide education for all children. For example, the Convention of Education for All
(UNESCO, 2004), the Convention on the Rights of People with Disabilities (UNESCO, 2006),
and the Convention on the Rights of the Child (UNESCO, 2014). These ratified documents
INDICATE the readiness of the officials to protect the rights of people with special needs for

education (Suleimenova, 2012).

In 2009, the Ministry of Education and Science (MoES) identified inclusive education
reform as one of the main trajectories for progress and set an ambitious goal to raise the

number of inclusive schools to 30% by 2015 and 70% by 2020, which is represented in the
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State Program of Education Development in the Republic of Kazakhstan for 2011-2020 (MES,
2010). Furthermore, if parents prefer, children with disabilities are allowed to study in a
mainstream school (OECD, 2015). Also, “the proportion of schools with facilities to
accommodate children with special needs rose from 10% in 2010 to 55% in 2017. In 2017,
23.3% of students with special educational needs aged 7-18 were covered by inclusive

education facilities” (OECD, 2018).

However, despite the willingness of the government to implement inclusive education,
several factors make the process of realization complicated. One of the significant factors is
the state-driven or top-down approach in the application of inclusive education policies and
practices without the active participation of society (Rollan & Somerton, 2019). This approach
may hinder the effective implementation of policy because of a little understanding of the
local context at the bottom or societal level. Ainscow (2005) has stated that inclusion might be
implemented when people with diverse needs, experts, professional practitioners, and all other

members live together in an environment that focuses on creating an inclusive value.

As Kazakhstan was a part of the former Soviet Union before taking independence in
1991 it has inherited many of the systems and principles in many spheres including education
(Rollan & Somerton, 2019). In a Soviet educational system, children with special needs were
educated in a correctional school or at home in isolation from their counterparts and peers
which made schools unavailable for all children. As a result, the “correctional” or “special”
education approach is still prevalent in teaching children with diverse needs (Rouse &
Lapham, 2013). In other words, it is a medical model where children's disabilities and deficits
are at the center of the approach, which needs rehabilitation or treatment (Brisenden, 2007).

According to OECD (2015), a large number of people in Kazakhstan still perceive inclusive
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education as special education or only for children with disabilities. Therefore, many children
are still educated in correctional institutions or in a segregated group in mainstream schools

and also enrolled in home education.

Home Education in Kazakhstan

Despite the measures taken to implement inclusive education, many children with
special needs are taught in a segregated environment in Kazakhstan. Children with disabilities
in Kazakhstan can possibly be educated in several special education provisions including
home education (OECD, 2015). Homeschooling or home education is an alternative model of
education to mainstream or private educational organizations, and parents become the central
figure in educating the child in this system (Chapman & Donoghue, 2000). In Kazakhstan, the
status of home education is uncertain. It is prohibited legally by choice; however, children
with special needs and children who live temporarily abroad can be home educated (as cited in
Khakim, 2021). According to MES (2020), 139887 people with special educational needs and
12864 school-aged children receive education at home. Children with special needs who are
educated in their homes are officially registered at a particular mainstream school and
numbered in the list of children who attend the organization. Still, they do not study at school
and sometimes may go to school for a short period of time. Mostly, it is teachers who visit the
children's homes and provide them with lessons (HRW, 2018).

According to the rules controlling home education in Kazakhstan, there are a fixed
number of hours of instruction per week which are provided by teachers. Previously at a
primary level, the maximum hours of instruction per week were 8-10, and for an elementary
and middle-level child, it was 10 to 12 hours (MES, 2007). In 2018 the home education rules

were amended. The maximum number of lessons per week was increased at a primary school
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to 14, in elementary and secondary levels to 15-20 lessons per week (HRW, 2018). In
addition, a specific list of subjects such as mathematics and language are usually taught at a
basic level depending on the intellectual and health development of children. After that,
science and history may be added based on children’s progress in a higher grade. Teachers are
allowed to set an individualized education plan following the health conditions of the child
and teach children with special needs at home (HRW, 2018). However, this system of home
education does not necessarily meet the needs of all children with special needs, especially in
terms of socialization which is one of the main trajectories of inclusive education. Thus,
children with special needs spend their time in a segregated environment. After visiting
Kazakhstan in 2017, The United Nations special representative on the rights of people with
disabilities stated that "homeschooling should be an exceptional and temporary measure for
children whose health does not allow them to attend school, rather than a practice to further

segregate children with disabilities” (HRW, 2018, p. 42).

Assessment and Placement

The assessment and placement of children with diverse needs on a special education
provision start from the Medical Advisory Commission (VKK) in a local medical center
responsible for assessing children's health conditions. After checking the health condition of a
child, the Medical Advisory Commission concludes the state of the child's health, which will
be taken into consideration in the next step called Psychological Medical Pedagogical
Commission (PMPC) (MES & National Scientific and Practical Center of Correctional
Pedagogy [NSPCCP], 2017). The PMPC consists of eight representatives: four medical
professionals and four educational experts (OECD, 2009). It starts by assessing the state and

the level of a child's psychological development. The conclusions of the Medical Advisory
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Commission and the PMPC identify whether the child should study at home or any other
special education provisions (MES & NSPCCP, 2017). Although the PMPC has the function
of recommendation only on placement in regards to a child's education, it is typically
considered the primary directive for school officials regarding the education of children with
disabilities. Despite its recommended nature, the PMPC’s conclusion might be seen as a
barrier for parents to ensure quality education for their children with special needs (HRW,
2018). However, it is possible that the PMPC has the expertise to provide a full assessment of
a child's health conditions, can assist in making an individualized educational plan, and
suggest instruments to create a supportive environment for children with special needs.
Nevertheless, Human Rights Watch (2018) stated in their recent report that the decisions of
PMPC appear to be made only for the placement and entry of children with diverse needs to a

particular special education service, including home education.

The role of parents of children with special needs in home education

In Kazakhstan, children with disabilities enrolled in home education are provided with
instructions from teachers of mainstream schools where children are registered; however,
children spend a tremendous amount of time at home with the parent. In this regard, the role of
parents becomes crucial in the development of a child because they undertake broader
responsibilities and duties, which include not only parenting but also the organization of the
child's education, monitoring their progress, and collaborating with teachers and other school
officials (M. Fadare et al., 2021). UNESCO (1994) have explained that in regards to
education, “A cooperative, supportive partnership between school administrators, teachers and

parents should be developed, and parents are regarded as active partners in decision making.
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Parents should be encouraged to participate in educational activities at home and at school and
in supervision and support their children's learning”™. It is unclear though to what extent

parents of children in home education environments have these opportunities in Kazakhstan.

Problem statement and Research questions

Children with special educational needs who are home educated require active parental
participation in the educational process and parents who are supported by the school and
community are more equipped to contribute to the child’s successful development (Sukys et
al., 2015). Moreover, Lines (2011) reported that home educated children receive the primary
support and knowledge from parents and the rest of the family. As a result, the effective
meeting of the needs of home educated children depends on parents who are equipped with the
necessary specialist knowledge and support (Van Kuren, 2000). However, there is no mention
of additional methodological support in the form of courses and instructions for parents in the
official reports of the Ministry of Education and Science of Kazakhstan. Moreover, the
information on the cooperation between parents of children enrolled in home education and
school in Kazakhstan is scarce. Subsequently, it is unclear to what degree support is provided
to parents of children with disabilities who are enrolled in home-school in Kazakhstan.

Therefore, the overarching question of this study is

1. “What are the experiences of parents of children with special needs enrolled in home

education in Kosshy?”

a) How does having a child with SEN who is home-educated impact parents’ lives?

b) How are parents in Kosshy involved in the home education of their child with SEN?



HOMESCHOOLING OF CHILDREN WITH DISABILITIES

2. What resources or supports are provided by the school or teachers to facilitate their

engagement?

a) What challenges do parents in Kosshy face with homeschooling a child with SEN?

A theoretical framework for parental involvement in education.

In order to investigate how are parents in Kosshy involved in the education of their
children with disabilities who are enrolled in home education, Epstein’s theory of overlapping
spheres of influence was selected (see figure 1).

Figure 1:

Overlapping spheres of influence (Epstein et al., 2002)

Family School

Community

Family, school, and community are chosen as the three spheres of influence that
directly impact the child's development. Epstein (2010) believed that multiple sources of
knowledge and education lead to better child development. “School, family, and community

partnerships cannot simply produce successful students. Rather, partnership activities may be
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designed to engage, guide, energize, and motivate students to produce their own successes”
(Epstein, 2010, p. 82). This means that the child develops well through the activities that are
organized with the involvement of multiple sources. The first version of Epstein’s theoretical
framework related to parental involvement was published in 1987 and evolved into an updated
version in 2002. In general, the role of parents and school representatives is clearly articulated,
and it is made clear what lies behind each typology. As stated by Georgiou (1997), the theory
of school-family-community partnership by Epstein is the most coherent and comprehensive
framework in the field of parental involvement. Moreover, the theoretical framework is based
on empirical research (Driessen, 2019). Therefore, the authors can provide various activities,
workshops, and guidelines based on the research findings. Also, there is an idea of action
teams and school councils with detailed plans and steps to create a welcoming environment.
As a result, it is more likely to apply the theory in practice, making the model more valuable
and useful.

In addition, Epstein (2002) included new parental engagement concepts in her theoretical
model, such as “school-like families”, “family-like schools” and “community-minded
families”. All these concepts can be realized if family, school, and community work together
to form a caring environment for children. Also, Epstein mentioned that these concepts might
give new insights into parental involvement and suggested that they help researchers “think
new”” about family-school partnerships.

According to Epstein (2002), there are six typologies of parental involvement (see
figure 2). The activities and other instructions should be prepared and guided by the school

officials (Epstein, 2002).
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Figure 2:

Epstein’s (2002) typology of parental involvement.

1. Parenting

2. Communicating

3. Volunteering

4. Learning at home

Parentlal involvement

5. Decision-making

6. Collaborating with the
community

Parenting. Schools need to assist parents in building a positive home environment for the
development of children. Parents are responsible for preparing children for school, navigating
them and rear them.

Communicating. Schools need to provide parents with all necessary information about the
school program and the child's progress. Also, the educational organization needs to
demonstrate guidelines in an understandable way, and parents have to be open to such

cooperation.
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Volunteering. The assistance and contribution of parents throughout school activities (e.g.,
reading mothers, organization of activities, and celebrations). Schools need to improve
recruiting and training programs to involve parents as an audience.
Learning at home. Activities based on help, support, and monitoring the schooling and the
improvement of initiatives at home (e.g., assistance with homework and other curricular-based
activities).
Decision-making. The participation of parents in the decision-making process related to school
policy and the creation of parental membership (representation in parental, school board, actions
teams, and other parent organizations).
Collaborating with the community. The integration and identification of social services and
resources with the current school programs, family upbringing practices, and education.

Although Epstein’s model was conceptualised for home, school and community
partnerships for children who attend mainstream schools, it is still a valuable and relevant lens
through which to examine the present research. There is no specific theoretical model or
framework for the homeschooling of children with disabilities that were identified by the
researcher here. Thus, Epstein’s model was chosen as one more closely aligned with the aims
and objectives of inclusive education (UNESCO, 1994) such as the development of
collaborative school-family partnerships with parents as active participants in the decision-
making processes involving their children.
The significance of the research

To date, in Kazakhstan no specific studies have been found regarding the experiences
of parents educating their children with disabilities enrolled in home education. Therefore, the
present study aims to contribute to enriching the literature and provide a better understanding

of the experiences of parents educating their children with disabilities at home in Kazakhstan.
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In addition, this research can be potentially beneficial for several stakeholders. The first
stakeholder is the parents. Findings from the present study can be used to inform parents who
can know more about the experiences of other parents and how they cope with challenges and
perceive their child's diagnosis. Moreover, the findings from the present study can benefit the
Ministry of Education and Science to inform practical changes and the provision of resources
to reform the homeschooling system. Furthermore, this study will provide recent information
to educational organizations on how effectively to form cooperative partnerships between
teachers and parents in homeschooling. Finally, this study is significant as parents of children
with special needs enrolled in home education need special knowledge on managing the
process of rearing children at home.
Chapter summary

This chapter presented the focus of the present study, which is exploring parents'
experiences in educating their children with a disability enrolled in home education in Kosshy.
It has introduced the concept of inclusive education, home education in Kazakhstan, the role
of parents in the education of children with a disability enrolled in home education, provided a
rationale for the research and explained the theoretical framework chosen to investigate the
involvement of parents in the home education process. The problem statement, the research
questions, and the purpose of the study has been determined, and the significance of the study
has been justified. The following chapter is a review of the literature specific to the topic and
research questions related to the experiences of parents of children with disabilities enrolled in

home education in Kazakhstan.
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Chapter Two: Literature review

This chapter reviews the existing literature on the experiences of parents of children
with special needs enrolled in home education framed by Epstein's overlapping spheres of
influence. The researcher has chosen the papers that concentrate on parents' experiences of
homeschooling their children with disabilities. It is essential to note that home education for
parents is not intentional in Kazakhstan. It is recommended or provided as a "last resort™. The
process of searching the literature indicated some papers related to home education in
Kazakhstan. However, there are no complete studies regarding parents™ experiences of
educating their children with disabilities enrolled in home education. Hence, there is a
significant gap in the literature which has made it difficult to source relevant evidence-based
information for this literature review. This chapter will present research literature associated
with the impact of having a child with special needs on parents and the role of school and
community resources in the education of children with special needs enrolled in home
education through the lens of family, school, and community. It will finish with a review of
the studies conducted in Kazakhstan.

Family

Parent’s reaction to the birth of a child with special needs

Several papers have presented the initial reaction of parents to the diagnosis of
disability in their children. However, the majority of studies agree that parents of children with
disability tend to experience various negative emotions (Baker et al., 2007; Dobson et al.,
2019; Kendal & Merrick, 2003; Ozsenol et al., 2003; Patrick-Ott & Ladd, 2010; Vitale &

Falco, 2014).
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Kendal and Merrick (2003) reviewed the literature related to the birth of a child with a
disability and parental reaction. It was not a systematic review; the authors searched the
literature using a computerized program the JDC-Brookdale Institute Library and a personal
library to collect data for the review. They mentioned that parents' initial reaction could be
explained by the Kubler Ross grief theory, consisting of five stages (denial, anger, bargaining,
depression, and acceptance). Further research by Kendal and Merrick (2007) added that it is
difficult to predict the potential reactions of parents because they can respond in various ways,
including attempts to commit suicide. They shared that parental responses might be divided
into three. The first is "the crisis of change,” which happens from the abrupt change in self-
perception and private life. The next is related to significant alteration of personal values due
to the inability of their children to accomplish high results. The last is "the crisis of reality,"
which is connected to the problematic life conditions generated by the necessity of rearing a
child with a disability (Kendal & Merrick, 2007, p. 1802).

Ozsenol et al., (2003) conducted research in Turkey evaluating the roles of families in
the life of children with a disability and stated that parents of children with disability often
experience shock, disappointment, and helplessness when they first realize that their child has
a disability. Another study conducted by Dobson et al., (2019) found that at the beginning of
the diagnosis of disability in their child, parents tend to experience a state similar to sorrow.
Parents have a picture of a perfect child in their imagination. It is identical to the "death” of
their dreams of an ideal future parent (Dobson et al., 2019). Families of children with
disabilities expect to see their children succeeding, reaching achievements, and living a full
and happy life like all ordinary families (Baker et al., 2007). However, when parents suddenly
become aware of children's disabilities, they feel a profound loss and all expectations and

hopes are crushed (Patrick-Ott & Ladd, 2010; Vitale & Falco, 2014;). In this regard, parents
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go through the distressing process of changing beliefs and predictions about their child's future
(Kandel & Merrick, 2007). Finally, they embrace the reality that their life has changed entirely
and permanently (Austin, 2000).

Studies in other Asian contexts such as Taiwan have shown similar responses. Huang
et al., (2010) described the experiences of Taiwanese mothers in a qualitative study after
discovering the diagnosis of cerebral palsy in their children. Fifteen Taiwanese mothers were
taken as participants, and the data collection process was in 2005-2006 via face-to-face
interviews. The study's findings revealed that mothers of children with cerebral palsy feel guilt
and self-blame for not giving birth to a healthy child. Culturally, parents of children with
disabilities in Taiwan may experience shame and loss of face for having a child with health
issues (Huang et al., 2010). Because Chinese society follows traditional beliefs, often it is seen
believed that a child's impairment is a punishment for parents™ or other ancestors’
wrongdoings in the past. (Huang et al., 2010). Similar beliefs have been reported previously in
Kazakhstan from parents (An et al., 2018) and also specialists involved in the diagnosis of
children with autism (Somerton et al., 2021). An et al., (2018) investigated the experiences of
17 parents from two major cities in Kazakhstan raising their children with ASD. Parents
reported stigmatized attitudes toward disability in the society, educational and healthcare
systems. The findings of the study suggest that due to the lack of knowledge on ASD, parents
of children with diverse needs experience segregation and humiliation in daily life situations
including interactions with people from the neighborhood, communication with parents in
school and medical servants. Somerton et al., (2021) explored the knowledge and beliefs of
specialists in Kazakhstan including pediatrics neurologists, psychiatrists, general practitioners
and other professionals who are diagnosed with children with autism. A sequential mixed

method was employed, starting with the survey and continuing with face-to-face interviews.
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The study's results confirmed the stigma attached to autism in the Kazakhstani society which
is represented by the problems for specialists to distinguish autism from schizophrenia.
Moreover, some psychiatrists shared that the diagnosis of developmental disorder or
intellectual deficits is preferred rather than autism because of the social stigma. The findings
of these studies illustrate that parents of children with special needs experience not only
enormous mental pressure associated with the birth of a child with a disability but also suffer

from the stigma attached to disability based on cultural beliefs of the society.

Impact on parent's social life

Several studies have researched the lived experiences of parents of children with
special needs focusing on the impact on a parent's social life. These papers indicated that not
only stigma can be the reason for social isolation for parents but also the disproportionate
burden of caring for a child with disabilities which demands a lot of time, attention, and
energy affects a parent’s opportunity to socialize (Beresford et al. 2007; Sen and Yurtsever,
2007; Thwala et al., 2015; Whiting, 2012). For example, Thwala et al., (2015) researched the
lived experiences of sixteen parents of children with disabilities from rural areas in Swaziland.
The authors investigated the challenges faced by parents of children with disabilities at home,
in educational organizations, and in the community. According to Thwala (2015), due to the
additional responsibilities of parenting a disabled child, parents often have little time to
interact with friends, relatives, and other community members. Almost the same findings
related to the social isolation of parents emerged from research conducted by Beresford et al.,
(2007). In this study parents shared that they feel socially distanced from the community due
to the amount of time required for clothing, feeding, and bathing their children, and thus, the

number of meeting with friends and relatives decreases (Beresford et al., 2007). Therefore, in
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some cases, parents break down their relationships with relatives and friends. However, they
can find other parents who also have children with disabilities and these relationships assist
them in understanding each other well (Beresford et al., 2007).

Whiting (2012) explored the experiences of 33 parents of children with disability, life-
limiting or life-threatening illnesses, and children with medical device needs in domains
including impact, the necessity for support and help, and sense-making. Mind-map was
applied for the first stage, followed by a semi-structured interview for data collection. Whiting
(2012) found that parents of children with disabilities tend to take on multiple roles as an
expert in caring for disabled children, nurses, and medical workers. Also, one of the study's
interesting findings is the problem of parental access to respite care or totally breaking from
the care of a child. Thus, parents of children with a disability find it difficult to leave children
with someone or, as one of the parents mentioned, "you cannot just book a babysitter when
you have got a child with special needs" (Whiting, 2012, p.101). However, Whiting (2012)
points out that this is a small-scale study with parents' experiences of one English County and
a previously unchecked mind-maps approach. Therefore, there is a need for further extensive
research to establish reliable qualitative research findings.

Sen and Yurtsever (2007) researched the challenges experienced by parents of disabled
children. The research was conducted in two rehabilitation centers and one public school in
Turkey and data was collected through a questionnaire. The findings highlight that the type of
disability determines the day-to-day experiences of children with special needs. For example,
parents of children with cerebral palsy encounter the most problems in dressing, bathing,
feeding, and other assistance in physical movement. In this case, the nature of the disability is
the reason for these challenges because cerebral palsy has a significant impact on a child's

physical functioning (Sen & Yurtsever, 2007). On the other hand, parents of children with an
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intellectual disability and autism reported issues in communication with their children more

often than the above-mentioned difficulties (Sen & Yurtsever, 2007).

Financial impact

Parents of children with a disability experience various challenges associated with
rearing a child, including financial difficulties. (Buckner & Yeandle, 2006; Dobson et al.,
2019; Hewitt-Taylor, 2007; Thwala, 2015). Many studies referenced here have determined
that parents of children with disabilities encounter financial problems due to often significant
expenses combined with decreased earning capacity, and a lack of employment opportunities
or career progression. For example, Dobson et al., (2019) described the financial expenditure
to rear a child with a profound disability in the United Kingdom (UK). The study aimed to
identify the minimum financial standard for bringing up a disabled child. Overall, 182 parents
completed a diary for one week detailing everyday expenses for their disabled child. The diary
includes the expenses on medical items, school, and out-of-school activities (Dobson et al.,
2019). The study's findings illustrated that parents undergo significant financial pressure in
rearing a child with a disability. Except for food, approximately parents required an additional
65,51GBP per week, whereas parents of non-disabled children spend, on average half as much
money (Dobson et al., 2019). Moreover, according to parents' notes, they spent many portions
of their money on day-to-day needs rather than on leisure activities such as birthday parties,
holidays, or some other gifts in special events.

Similar findings were made by Thwala (2015), who explored the experiences of
parents of children with disability in Swaziland and the results of the interviews with parents
showed that raising typically developing children requires less money than children with a

disability because rearing a disabled child demands additional costs such as a wheelchair, fees
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for private education and specialized transport. For instance, one of the respondents said: "due
to financial problems, we could not take the child to the hospital for the second operation™
(Thwala, 2015, p. 213). On the other hand, Hewitt-Taylor (2007) stated that undoubtedly,
parents of children with disability face financial issues; however, again the amount of expense
is a closely related type of disability and its severity and the impact of support provided by the
government or other community organizations. In some cases, due to the severity of the
disability of children, parents receive financial support from the government, which helps
them overcome such difficulties (Hewitt-Taylor, 2007). Also, the additional services for
children with intellectual and developmental disabilities differ from the needs of children with
cerebral palsy (Hewitt-Taylor, 2007). Therefore, a family’s financial needs can be different
due to the severity and type of disability. Also, Mutlu et al., (as cited in Arora, 2006)
administered a study in Turkey and found families of children with disability do not receive
subsidies and the support, they do receive is often inadequate. Moreover, in many cases,
parents may not be aware of the kinds of financial support that are available from the
government and other organizations (as cited in Arora, 2006).

In relation to the negative financial impact related to loss of employment or career
opportunities, Buckner & Yeandle (2006) conducted a statistical analysis of families with
children with disabilities, more specifically long-term limiting illnesses in Wales and England.
The results of this research showed that parents of disabled children found the loss of job
opportunities due to caring responsibilities as the main factor in financial problems. In
addition, the flexibility of working hours due to the necessity of care for a child is identified as
a primary criteria by parents in a case of searching for job employment which makes it
difficult to find a job with a stable income and opportunities to grow in a career ladder for

parents of children with disabilities (Buckner & Yeandle, 2006).
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Impact on Marital life

The impact of having children with a disability on the marital life of parents has been
researched by several authors. However, the findings of studies are sometimes mixed. For
example, Kersh et al., (2006) analyzed the data collected from 67 families of children with
developmental disabilities who participated in the Early Intervention Collaborative Study in
the northeastern United States. The findings suggested that the primary caregivers of disabled
children have lower marital satisfaction than the primary caregivers of typically developing
children because of parental distress. Kersh et al., (2006) reported that 25% of parents of
children with disability in their study described their marital life as "distressed”. Also, Glenn
(as cited in Kunzman & Gaither, 2020) has argued that the risk of divorce is much higher in
couples rearing a disabled child than in couples of children without a disability. She suggests
that parenting a child with a disability for couples is like a trap of a never-ending cycle of
responsibilities, blaming each other, and increasing conflicts. Hence, it impacts marital life
and may lead to the separation of pairs.

However, other studies have found that a child's disability does not impact parental
relationships significantly. For example, Mailick Seltzer et al., (2001) conducted a
longitudinal study exploring parents' marital status of children with developmental disabilities
and without developmental disabilities in Wisconsin. The data were collected when the
participants were eighteen, thirty-six, and fifty-three or fifty-four. It suggests that parents who
rear a child with a developmental disability and parents who have children without a
developmental disability have the same marital status. In addition, Risdal and Singer (2004)
examined 13 research studies on divorce and marital satisfaction among parents of children

with developmental and without developmental disabilities. The study's findings indicate that
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a child diagnosis impacts the marital adjustment negatively; however, the impact is not always
significant and can be much lower than would typically be expected. Risdal and Singer (2004)
stated that the findings do not align with traditional beliefs that disabled children bring a

considerable strain to all families.

Opportunities

Although most studies highlight the negative impact of the birth and rearing of a child
with a disability, the findings of some studies reveal some opportunities. These studies suggest
that parents can reframe the hostile experience of disability into a positive one in various
forms (Ferguson, 2001; Gupta & Singhal, 2004; Hastings & Taunt, 2002; Scorgie & Sobsey,
2000). For example, Ferguson (2001) suggested that parents can respond in various ways to a
child's disability, including positive adaptation when a child's disability is considered as a tool
to strengthen family relationships. A child with a disability is seen as an active member and
contributor to family life. Similarly, Gupta and Singhai (2006) reviewed research related to
experiences of the parental positive perception of a child’s disability and their relationship to
their coping strategies. Gupta and Singhai (2006) concluded that positive perceptions could
help to cope with stressful events, increase the quality of life and better meet the needs of
children with a disability. However, creating positive adaptation is not an easy process that
requires a long time.

Scorgie and Sobsey (2000) and Hastings and Taunt (2002) conducted a qualitative
study interviewing parents of children with disabilities and detected that parents can find some
positive moments in a traumatic situation related to disability. For example, parents shared

that the disability of their children leads to personal growth, improvement in social
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interactions, networking with other parents of children with disability, and increased
sensitivity and tolerance.

Heiman (2002) has explored parents' perspectives of children with physical,
intellectual, and learning disabilities. The author interviewed thirty-two parents based on the
questions considered the diverse aspects of parenting disabled children. As the interview
results showed, all parents were at the stage after accepting the diagnosis of the disability and
living with it (Heiman, 2002). Thus, parents mentioned the significance of believing in the
child's future despite a disability. In addition, parents who have accepted the situation sustain
an optimistic outlook and emphasize the importance of support from other family and
community members (Heiman, 2002). The study's findings revealed that it is beneficial to
improve the coping strategies of parents that may help meet the needs of disabled children,
especially regarding the child's future prosperity. In this regard, 93,5 % of the respondents
confirmed receiving support and assistance from various psychological consultations,
psychiatric services, educational experts, social workers, and special education advisors that
facilitate parenting. Eventually, Heiman (2002) identified the three major factors that assist
parents in acting "in a resilient way" and functioning in a regular mood. 1) Transparent
discussion and dialogue with family, friends, and experts 2) A productive link between parents
that assists and strengthens them 3) Constant and in-depth educational, healing, and mental
support for the family members. The findings of the study showed the importance of support
from school and community resources to parents of children with disabilities to overcome the

difficulties and effectively meet the educational needs of their children.
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Parents and the overlap between home and school

There is some debate over the effectiveness of parents as educators in a homeschooling
setting for the education of children with disabilities (Duvall et al., 1997; Van Kuren, 2006).
Because, in home-based education, parents become influential figure in organizing the
educational process of children with disabilities (Thwala, 2015). Hence, teaching children with
disabilities at home often requires special training and expertise from parents (Arora, 2006).
However, the findings of studies regarding the education of children with disabilities at home
and the role of parents as instructors are somewhat controversial and mixed.

Research has found that many parents of children with disabilities who educate their
children at home do not have specialized training and preparation (Arora, 2006; VVan Kuren,
2000). Thus, Van Kuren (2006) raised the question of whether a parent can assist their child
with a disability educationally at home without special knowledge. In addition, some
researchers have argued that parents tend to teach and rear a child according to a particular
worldview which may affect their education and preparedness for living in the community
(Cai, Reeve, & Robinson, 2002).

There are some papers that focus on parents' experiences as educators of their children
with disabilities in a homeschooling context but it does not appear to be extensive. In addition,
almost all research regarding the experiences of parents teaching their children at home is
qualitative in nature with a small sample size (Arora, 2006). For example, Mouzourou et al.,
(2001) and Kidd & Kaczmarek (2010) explored parents' experiences educating children with
autism spectrum disorder (ASD) at home. Kidd and Kaczmarek (2010) focused on the
experiences of ten mothers in Australia who homeschooled their children with ASD. A

qualitative research design was applied, and the data was collected using semi-structured
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interviews. Parents reported that it is not easy to perform the role of educator or instructor
because there are many other responsibilities. Also, parents shared that it is crucial to find
suitable educational materials that help keep the focus of children with ASD and engage
children in the learning process for a long time (Kidd & Kaczmarek, 2010). It is one of the
features of educating children with ASD, which requires applying atypical or non-standard
teaching materials and methods due to the features in cognition (Kidd & Kaczmarek, 2010).

Similarly, another study regarding the experiences of educating children with ASD was
conducted by Mouzourou et al. (2001) in Cyprus. The authors examined the family's daily
experiences and the role of parents in educating children with ASD. This case study of one
Cypriot family included all family members, including siblings, who were interviewed to
collect the data. The study's findings revealed that the parents in this case had an active
involvement in the education of their child and created a special room with all necessary
materials and needs. In addition, the parents shared that visits from a psychologist twice a
week to their home was beneficial. According to the findings, specialists usually said, "Yannic
was good today, or he made some coloring™ (Mouzourou et al., 2001, p. 706). However, the
mother of the child reported that she needs assistance working without a specialist for the rest
of the day and seeing progress, not judgment like good or bad (Mouzourou et al., 2001). These
findings suggest that educating children with disability at home requires particular knowledge
and experience, which may also vary according to disability.

On the other hand, two studies have examined the effectiveness of parents as
instructors of a child with a disability in a homeschooling context. These two exploratory
studies found that parents can effectively educate disabled children at home. Duvall et al.
(1997) conducted the first study with the participation of children with Learning Disabilities.

Participants were three elementary level students from one middle school paired with
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homeschooled children with a learning disability of similar demographic variables, age, and
capabilities. Students of two domains were observed seven times to collect data about the
length of engagement in academic assignments, and also pretest and posttest were also applied
to compare both groups™ achievements. Duvall et al. (1997) discovered that the average
duration of engagement in academic activities of a homeschooled child with a learning
disability was two times more than children from a mainstream classroom. Moreover, the
comparison of the results of pretest and posttest showed that children with learning disabilities
enrolled in homeschooling demonstrated more advancement in writing and reading than peers
in a general education setting, also, in math, homeschooled children made more progress.
Duvall et al. (1997) explained that the high level of parent-instructor and children interaction
and the great extent of individualized guidance are the reasons for progress made by
homeschooled children with learning disabilities compared to counterparts in general
education settings.

Duvall et al. (2004) initiated the same study several years later. However, the
participants were two elementary-level homeschooled children with ADHD and two from
mainstream classrooms. One of the research goals was to check whether parents without
training and special certificates can teach their children with ADHD effectively in a
homeschooling context. The study's findings showed that homeschooled children with ADHD
made equal or more progress in academic achievements compared to children from the general
classrooms. Duvall et al. (2004) stated that the low children-instructor ratio helped the parents
of children with ADHD be more effective in the teaching process despite not knowing
teaching methods and techniques. Overall, Duvall et al. (2004) postulate that untrained parents
without certificates can help make progress for their children with ADHD at home. On the

other hand, children with ADHD were less satisfied with the progress they made, and also
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parents of homeschooled children were not confident about the teaching methods they applied.
In addition, parents of this study demonstrated less satisfaction than the parents of children
with learning disabilities. Duvall et al. (2004) concluded that a homeschooling context with a
parent-instructor might be advantageous for children with ADHD rather than a public-school
setting. However, it is complicated to make a general conclusion regarding the efficiency of
homeschooling and general education setting due to the small number of participants,

preliminary approach, and limited observations.

School

School support for children with disabilities enrolled in home-schooling

Thwala (2015) described that the close partnership between parents and the school
system is crucial for homeschooled children with disabilities to be appropriately educated.
However, it usually seems that there is often a disconnect between public education
organizations and primary caregivers of children with disabilities (Cook et al., 2013). In most
cases, parents of children with disability show their dissatisfaction with the quality of special
support provided by the public-school system for children (Kunzman & Gaither, 2020).
Furthermore, some parents shared that they do not feel welcomed at school to address some
issues and problems regarding their children's education (Cook et al., 2013). On the other
hand, Olsen (2008) interviewed Canadian educators concerning the partnership with the
parents of homeschooled children. Teachers expressed their disappointment with the
reluctance of some parents not to be actively involved in solving the issues with
representatives of schools. Moreover, the school administrator mentioned that parents of

children with a disability require some unrealistic demands and sometimes can be aggressive
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towards school representatives instead of jointly resolving the issue and creating a supportive
environment.

However, the general education system does not fail in all cases to provide educational
support for homeschooled children. For example, the Home Instruction Program provided by
Del Moines Public School in the USA is one of the first collaborative homeschool partnership
programs for families who home educate their children. According to "Home Instruction”
(2019), the program includes home visits of certified teachers, and also children can take part
in tests and evaluations of their academic achievements. Moreover, families have an
opportunity to check their child's textbooks and other resources available for children at school
(Home Education, 2019). A team of certified teachers support over 400 homeschooled
children (Home Education, 2019). Another type of support for the education of children with a
disability enrolled in homeschooling was the program McKay in Florida (Weidner &
Herrington, 2006). The program is an applied vouchers system that supports children with
disabilities financially to attend special educational services in private schools. Weidner &
Herrington (2006) has described this approach as effective and mentioned the fact that parents
have an option to choose the services their children need.

In addition, with the development of new technologies, cyber charter schools have
become another tool to support the education of children with a disability (Beck et al., 2014).
A Virtual Charter School is an online platform for homeschooled children which provides
special education services and support, including an Individual Education Program with
various technigues and methods to meet the needs of children (PA Virtual Charter School,
n.d.). In addition, Beck et al., (2014) mentioned that parents of children with a disability find

an online platform helpful and productive for their children's education. However, Virtual
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Charter School cannot apply to all children with disabilities because the approach’s

effectiveness depends on the nature of the disability, parental involvement, and other factors.

Community

Several studies have discussed the role of community resources in meeting the needs of
children with special needs, including those who are home-schooled (Becirevi¢ et al., 2012;
Julka, 2015; Markova and Sultanalieva, 2016; Rollan & Somerton, 2019). There are various
community resources such as special programs, rehabilitation centers, and parental
organizations which provide services for children with diverse educational needs. These
studies suggest that the engagement of community resources is one of the fundamental
components of forming an inclusive environment for children with special needs, including
those who are homeschooled. For example, Julka (2015) explored the Home-Based Education
Programme organized by Sarva Shiksha Abhiyan in rural areas of India. The purpose of the
initiative was to provide professional educational assistance for severely disabled children at
home with the help of resource teachers, volunteers, and caretakers and, if possible, to
mainstream them to the general education setting afterwards. Overall, 62 parents were
interviewed concerning the issues faced in educating and bringing up children with severe
disabilities at home, benefits, and recommendations regarding the initiated program. Parents
were satisfied with the interventions and support provided by professionals and volunteers
under the program, however, they were pessimistic about their children's educational potential
often due to the severity of the disability. Respondents mentioned the program's benefits, and
some of them commented that the “child was incurable, and Home-Based Education
Programme was a ray of hope for them. These children were described as being bedridden,

with no urine control, or had a profound intellectual impairment and were deemed unable to
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attend regular school" (Julka, 2015, p. 43). Some parents reported less satisfaction with the
frequency of the visits by professionals. Despite some advantages of homeschooling children
with disabilities, almost 90% of parents shared their willingness to send their children to
mainstream classroom. Julka (2015) points out that parents tend to judge not the educational
interventions and assistance but the financial provisions, medical support, and other facilities
under the program, making the educational interventions™ efficacy assessment difficult. As
supported families often live in rural and remote areas, it is difficult for parents to meet the
most basic of needs of their children before even considering educational support. Thus,
parents” assessment is mostly based on supplementary factors, and not on academic
opportunities or progress. This is often a space where other community organizations such as
non-governmental organizations (NGOs) meet children and family needs.

The parental community has always been the main contributor to a child's
development. Often NGOs are initiated by groups of parents of children with disabilities
advocate for the rights of children with SEN, and provide greater access to educational and
social services for children with special needs. (Rollan & Somerton, 2019). In Romania,
parental NGOs have been active in supporting the idea of inclusive education and informing
the community about the growth of the number of children with ASD. (Rollan, 2018).
Moreover, Cretu (as cited in Rollan, 2018) stated that NGOs in Romania started to work in
collaboration with government officials for the betterment of inclusive education policies.
Similarly, a study conducted by Becirevi¢ et al., (2012) in Bosnia Herzegovina and Croatia,
including 89 interviews of parents of children with special needs, showed parents' satisfaction
with the steps taken by parental organizations to promote inclusion. Activism by parents led to
changes in the assessment of disability and providing early services for children with special

needs. (Becirevic et al., 2012).
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Rollan and Somerton (2019) conducted research to investigate the role of civil society
in promoting inclusive education reform in Kazakhstan. In non-governmental organizations
(NGOs) seven members were interviewed regarding their contribution to the reform of
inclusive education in Kazakhstan. The results of the study demonstrate that NGOs are not
only helpful in improving and implementing inclusive education policies and practices but
also, they are instrumental in providing methodological assistance to schools and specialists,
helping to form a non-discriminatory attitude toward people with special needs, and increasing
the awareness of parents, the government and the society about the diverse needs of children
who need a supportive educational provision. Thus, it is vital for parents, schools and state
officials to work in tight cooperation with non-governmental organizations to accommodate
the needs of children with special needs. (Rollan & Somerton, 2019).

Markova and Sultanalieva (2016) explored the case of NGO "Ashyk Alem™ in Almaty,
Kazakhstan. This NGO was initiated by the parents of children with ASD. The NGO, "Ashyk
Alem" supports children with ASD in various ways, including reports related to the assistance
of children with ASD, making official requests to the government officials to take
information, and initiating press conferences and fundraising activities. Moreover, Markova
and Sultanalieva (2016) shared an example of a productive partnership between school and
NGO, when school teachers were invited to the seminars organized by "Ashyk Alem" that
calibrate educators with skills that assist them in creating a supportive environment for a boy
with ASD in a mainstream setting. These cases of NGOs illustrate that parental communities
can be a powerful tool to promote the rights of children with special needs and ensure the
services provided create a supportive environment for children to socialize and develop

educationally.
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The context of Kazakhstan

It was difficult to find an extensive body of studies on parents' experiences educating
children with special needs at home in Kazakhstan. However, Human Rights Watch (2018)
initiated field research related to children's education with disability in Kazakhstan. This was
conducted in six cities in Kazakhstan, including Nur-Sultan, Almaty, Shymkent, Kostanay
Taldykorgan, Kyzylorda, and some villages near Almaty. The Human Rights Watch Report
was based on in-person interviews with disabled children and their parents, disability activists,
and telephone interviews with education professionals. One of the chapters in the report is
devoted to the problems of home education. Three main challenges were identified based on
the responses of disabled children and their parents.

The first challenge is the issues of involuntary home education or parents being denied
access to a school for their child because of the lack of suitable facilities at school. The second
challenge was the poor quality and low quantity of home education lessons. Parents reported
that the children receive a minimum of 8 hours of instruction per week, in some cases even
less, and also some parents have questioned the professional preparedness of teachers. The
third and last challenge was the isolation of children with special needs enrolled in home
education. Parents shared that home education leaves children with special needs in isolation
and makes it difficult to socialize with peers, which is one of the parents' primary concerns.
Despite the previous amendments in the Law of Education related to home education, this
report demonstrates issues regarding meeting the needs of children with special needs enrolled
in home education. Moreover, the lack of research on the lived experiences of parents of
children with special needs enrolled in home education in Kazakhstan is a gap that this study

aims to fill.
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Another study by An et al., (2018) who explored the experiences of parents of children
with autism in Kazakhstan regarding the health, educational and social support services
including home education confirmed the limited amount of lessons only 8 hours per week and
mentioned the lack of teachers’ skills to accommodate the needs of children with autism.
Moreover, the findings suggest that home education isolates children and deprives the

opportunity to socialize with peers and friends.

Chapter summary

This chapter has presented the literature on parents' experiences of children with
disabilities enrolled in home education. The first step has been made to apply Epstein's theory
of overlapping spheres of influence. The existing literature in Kazakhstan and other countries
showed the impact of rearing a child with disabilities on a parent's life and the significance of
parental involvement in educating children with disabilities enrolled in home education. The
following "Methodology" chapter will provide justifications for the choice of research design

and data collection instruments and explain the study's data analysis and ethical issues.
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Chapter Three: Methodology

This chapter explains the reasons for utilizing the methodology of the present study to
collect the data which explores the experiences of parents of children with disabilities enrolled
in home-schooling in Kosshy, Kazakhstan. The justification and explanation of choosing a
research design, data collection instruments, selection of participants and ethical issues will be

explained in this chapter.

Research design

A research design is a part of any study that enables the research questions to be
answered and aligns with the aims and purpose of the research (Blanche et al., 2006).
Considering the present study explores participants™ experiences of home-educating their
children with special needs in Kosshy and the values and beliefs they hold concerning
disability and education, the study's nature justifies applying a qualitative approach (Creswell,
2014). Many other research studies included in the literature review on this topic also
employed a qualitative approach such as (Duvall et al., 1997; Duvall et al., 2004; Kidd &
Kaczmarek, 2010; Mouzourou et al., 2001). According to Hoepfl (1997), qualitative research
provides more profound and clear insights of a studied phenomenon and seeks a
comprehensive understanding of participants' experiences or processes.

A multiple case study research design is applied in this instance to investigate parents'
experiences of children with disabilities enrolled in home education in Kosshy. A case study is
a research design that defines "the case as a phenomenon of some sort occurring in a bounded
context™ (Merriam, 1998, p.27). It implies that the boundaries of the phenomenon of the study

are clearly framed in time and place to posit it as a case. Also, according to Creswell (2007)
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case study is a profound investigation of a particular phenomenon, including a program,
activity, or individuals, based on detailed data collection. There are multiple and single case
study types. A single case study is applied in an in-depth analysis of one case, while a multiple
case study is utilized to study more than two cases (Yin, 2014). In terms of its purpose, a case
study is divided into types - intrinsic and instrumental. An intrinsic case is characterized by
relating to the detailed study of a unique case. In contrast, an instrumental case aims to gain
insights and/or find a solution to certain problems represented in specific cases chosen for
their relation to the issues (Stake, 1995 as cited in Creswell, 2014). In this study, both
categories are essential because, firstly, the case study is intrinsically bounded by the similar
shared experiences of a small number of participants. Secondly, the present study focuses on
the experiences of parents of children with disabilities enrolled in home education in Kosshy
and investigates parents' experiences with the time frame (home education) and space
(research site - Kosshy).

Coimbra et al. (2013) stated that the case study design has its advantages and is
especially helpful in the research related to educational policy and practice. On the other hand,
the case study design does not allow to generalize the findings to the broader population. The
results of a case study may include some items of subjectivity. However, in this instance, a
case study design is a relevant choice because a thorough description and a better
understanding of a phenomenon allow the researcher to reach the aims and purpose of the

study.

Participants

A small purposeful sampling is a relevant method for case study design because rich

data sources are provided in a limited time frame and place (Cresswell, 2002). The
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inclusionary criteria for participation in the present study were being the parent who has a
child or children with disabilities who are home educated in Kosshy. Other factors such as the
child's age or the nature of the disability were not part of the inclusionary criteria as they are
not central to the research questions. This is an intentional choice; therefore, it is purposeful
sampling involving participants with particular characteristics, experiences, and special
knowledge (Etikan et al., 2016).

Six participants were recruited through one of two mainstream schools in Kosshy, a
town near the capital city Nur-Sultan. As a teacher in this town, the researcher used his
personal connections with school administration and school leadership to recruit participants.
The researcher first contacted each of the school administrations and requested a meeting to
discuss the research’s aims and purpose. At the meeting, the researcher asked the school
administration to pass on to parents who met the inclusionary criteria of this research hard
copies of information such as the aims and purpose of the study. This information included in
an informed consent form explaining the ethical requirements required of the researcher (see
Ethical Considerations below). In addition, the researcher's contact details were included in the
document so that parents could voluntarily make contact with the researcher to find out more
information about the research and indicate their willingness to participate. Six parents
contacted the researcher by telephone and were explained the aims and purpose of the study,
the voluntary nature of participation, confidentiality, risks and benefits of participation, and

arranged a time and location for the data collection process.
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Data collection instrument

As the present study has a case study design, the interview was chosen as a relevant
instrument for data collection as participants are able to share personal experiences and stories
regarding the education of their children with disabilities at home (Jovchelovitch & Bauer,
2000). Therefore, semi-structured interviews were proposed as the research method for the
present study. Semi-structured interviews provided the researcher with the opportunity to
engage directly with the participants and their experiences, using prompting questions for
more information and assisting in navigating the flow of the interview (Creswell, 2014). The
researcher also included some unstructured questions, which are characterized by spontaneous
questions generated through reflections (Brinkmann, 2014). Moreover, interviews were not
restricted like surveys, and participants are able to express their opinions more specifically to

their own circumstances.

Generally, open-ended questions are suitable for interviews in a qualitative study
because they allow asking additional questions which let participants elaborate and answer in
a more detailed way (Creswell, 2014). The interview questions were created to address the
purpose of the study and were formed on the grounds of previous research papers. Questions
on the protocol such as “What was your first reaction to the diagnosis of your child’s or
children's disability?” and “How has having a child with disability impacted parents " life?”
were drawn from findings of previous research that has been covered in the literature review
(Chapter 2). For example, Huang et al. (2010), Kendal and Merrick (2003) and Whiting (2012)
explored the lived experiences of parents of children with various types of disabilities. These
studies suggested that the birth and rearing of a child with a child disability significantly

impacts parents” entire life, including psychological well-being, financial difficulties, and
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complete changes in social life. Furthermore, Reilly (2004) in Australia investigated the
management of the educational process of homeschooled children with disabilities. This study
suggested that parents encounter various challenges in educating their children with
disabilities at home due to a lack of support and special knowledge. For example, questions
such as “Have you got special knowledge or certificates relating to teaching children with
disabilities at home?” and “What have you found challenging in educating a child or children

with disabilities at home?

In addition, some questions were drawn from Epstein’s theoretical framework
regarding the family-school partnership. Questions such as “In what way are parents involved
in homeschooling their child with SEN? " and “What resources or support are provided by the
school or teachers to facilitate their engagement?” 1t involved questions concerning the way
parents of children with disabilities in Kazakhstan are involved in homeschooling their
children, what they think and feel about this experience, and how they are connected to the
school and teachers. There were in total ten questions in the interview protocol presented in
three languages: Kazakh, Russian and English. The duration of each interview was between 45

and 60 minutes.

Data collection procedures

After receiving approval from the Nazarbayev University Ethics Committee to conduct
the present study, the researcher followed the recruitment process detailed in the section above
“participants.” The responses of participants were recorded on a smartphone’s digital
recording with some additional note-takings from the researcher. The researcher arranged a

time and location based on the availability of participants who expressed interest in the
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research. Potential locations such as a local café, workplace, or other suitable places were
discussed with respondents. As mentioned by Creswell (2002) it is vital for respondents to be

interviewed in a convenient and familiar site to feel secure.

Before beginning the interview, the researcher reintroduced the participant with the
informed consent reminding them of the potential risks and benefits of the study,
confidentiality, duration of the interview, and the voluntary nature of the participation. The
researcher notified the participant that they are allowed to withdraw from the research at any
time, and during the interview if they feel uncomfortable with any questions, they are free not
to respond. Next, the researcher asked the participant if they provide consent to record the
interview on the researcher’s smartphone and then if they had any further questions about their
participation in the study. After the consent form was signed, the researcher assigned a
pseudonym to the participant and record this in a file separate from the consent form. The
researcher then provided a copy of the informed consent to the participant and began the
interview. After completion of the interview, the participants were thanked for giving up their
time to participate in the study and advised that the research findings would be shared with

them at the completion of the study in mid-2022.

As soon as the digital recording of the interview was completed it was immediately
transferred to a password-protected file on the researcher’s password-protected laptop. Once
the files were successfully transferred to the laptop, the data was deleted off from the
researcher’s smartphone. The digital recording and electronic version of the transcribed
interview were saved in an encrypted folder on a researcher's personal computer with a
password. The six participants were given pseudonyms and assigned C1-C6 to keep the

confidentiality of data. This step protected the names of participants in case of misuse or theft
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of the laptop. All the data related to the study were only available to the researcher and
research advisor. Any subsequent publications arising from the research used the codes listed

above so as not to breach confidentiality requirements as part of ethical clearance.

Data analysis

A qualitative thematic analysis approach was used to analyze the data. In a case study
design, the themes and issues can also be applied in data analysis (Stake, 1995, as cited in
Creswell, 2014). The data was systematized following the predefined and emergent themes
and analyzed, considering prior studies described in the review of the literature and theoretical
framework. A six steps approach was applied to analyze the data: organizing, coding, forming,
and categorizing themes, representing findings, interpreting them, and validating their
accuracy (Creswell, 2014).

In the process of conducting the interview, the researcher made notes of the topic that
frequently emerged to have some insights regarding the topics and themes. Then, after the
transcription of the data, it was translated into English. The next step was to read the
interviews to highlight the main topics, statements, and relation to the predefined themes.
Firstly, the thematic categories related to parental involvement were drawn from Epstein's
theory of overlapping spheres of influence which consist of six typologies: parenting,
communicating, learning at home, volunteering, decision-making, and community resources
(see Table 1). Regarding other emergent data, a list of topics was made, and similar topics
were grouped into codes. The codes were marked near the relevant part of the data. The codes
that are connected to each other are organized into categories, and the final categories were

applied in the analysis.
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Ethical Issues

Participation in the research was perceived to be as more than minimal risk as it
considers parents of children with SEN to be able to provide informed consent. There was a
risk that the participants might recount information of a personal nature that involved negative
experiences, however, the researcher made every effort to ensure that if, at any time, the
participant appeared to become distressed the interview could be ceased. The participants were
notified that they were at liberty not to answer any questions that made them feel
uncomfortable, and could withdraw from the study at any time. In order to minimize the
possibility of breaching confidentiality, the researcher stored the electronic version of the data
transcript and identity in an encrypted folder on the researcher’s password-protected personal
computer. The interview transcripts were given pseudonyms and assigned C1-C6 to protect
anonymity. Any written information, such as the signed consent forms, was stored in a locked
file in the researcher’s home office cabinet. Due to the Covid-19 pandemic, there was a
potential risk of participants and researchers getting infected during face-to-face interviews.
Therefore, the researcher and participants followed all recommended quarantine measures,
including wearing masks, keeping distance, and ensuring that the interview took place in a

location that was not crowded and well-ventilated.

Chapter summary

The present chapter has introduced the research approach for gathering and analysis of
collected data. The reasons of using qualitative case study has been presented to justify its
relevance to current research. Also, it covers the measures of providing confidentiality and

participants anonymity. In the next ‘Findings’ chapter, the collected data will be presented.
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Chapter four: Results

This chapter presents the results of the data analysis received during six interviews
with parents of children with special needs enrolled in home education in Kosshy. The
findings are arranged on the research questions and Epstein's theory of overlapping spheres of
influence. First, participants were asked questions about the impact of having a special-needs
child enrolled in home education. To know more about parents' experiences, they were asked
to share the difficulties and opportunities faced in the process of home education. In order to
gain an understanding of the collaboration between school and parents, they were asked
questions related to the six typologies of Epstein’'s theory of overlapping spheres of influence
which includes parenting, communicating, volunteering, learning at home, decision making,

and collaborating with the community.

Case studies.

As outlined in the previous chapter, participants of the study were all parents of
children with special needs enrolled in home education in Kosshy. The age range of
respondents varies from 31 to 53 years old. Two participants currently work, the rest are
housewives. One participant is a single parent. Participants were given pseudonyms below and

each case is considered separately with relevant background information.

Case study 1.

Aiida* is a mother of a 13-year-old boy with special needs who is home-educated. She is 53
years old. She works as a teacher in a secondary school. She has five children and the

youngest child has special needs. The diagnosis of the child is microcephaly of the brain.
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Case study 2.

Dinara* is a mother of a 7-year-old girl with special needs who is home-educated. She is 41
years old and works as a cosmetologist. Her daughter is the second and youngest child in the

family. The diagnosis of the child is heart threshold (high risk of stroke).

Case study 3.

Samal* is a mother of a 13-year-old boy with special needs who is home-educated. She is 31
years old. She is a housewife. She has four children and the second child has special needs.

The diagnosis of the child is Autism.

Case study 4.

Gulnar* is a mother of a 7-year-old girl with special needs who is home-educated. She is 46
years old. She is a housewife. She has three children and the youngest has special needs. The

diagnosis of the child is cerebral palsy.

Case study 5.

Saule* is a mother of a 10-year-old girl with special needs who is home-educated. She is 33
years old. She is a housewife. She has four children. She is a housewife. The diagnosis of the

child is epilepsy.
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Case study 6.

Elvira* is a mother of a 7-year-old boy with special needs who is home-educated. She is 35
years old. She is a housewife. She has two children and the eldest has special needs. The

diagnosis of the child is cerebral palsy.

The impact of having a child with a disability in Kazakhstan on a parent’s life

Impact on psychological well-being and health

When participants were asked how having a child with special needs impacts their life?
Four respondents out of six mentioned the impact on their psychological well-being and
health. Feelings such as rejection, regret, disappointment, and other negative emotions are

common among respondents. For example;

| have suffered a lot psychologically when | realized that my child has problems with
health. I asked: Why, why, why. I do not want to accept it. And I didn't get it until he
was over eight years old. When he was five years old, | was told by a psychiatrist,
speech therapist, and neuropathologist that my child has some special needs. It was
our own fault. We did not believe and thought it is a lie. | said: it is a child’s whim. To
be honest, | was under great stress at that time. The fact that my child is not healthy
affects me significantly. It seemed to me that everyone is hurting my child. (C3).
Gulnar (C4) shared: “Since [my child] was born with special needs I had diabetes. | am
feeling fatigued. And also, nervous. We don't have a choice. Our family accepted it. Father,
brothers, too. It's a pity, of course.” Also, Saule (C5)* commented: “We couldn't believe for
two years that she could get sick at all. I was very nervous myself and I'm still nervous and
worried about her.” Elvira* (C6) explained: “Definitely, it has affected badly. Our life has
changed 180 degrees. It was [a] tough period psychologically. For about 1-2 years, we could

not accept the situation. We thought: it is impossible ”. Two participants (C1, C2) did not talk
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more about the psychological impact of the situation. “It was a mistake of the doctors and
[therefore] we have already known in advance at the third month that the child would be with
some special needs like this but anyway it wasn't easy” (Cl). “I accepted the situation” (C2).
However, Aiida (C1) shared that the birth of her child strengthened the family relationship.
“His birth really united our family. When we decide something, first of all, we always take him

into account, because, he rallied and mobilized us”

In summary, it was evident that parents of children with special needs in Kazakhstan
have experienced different kinds of negative emotions. Almost all participants mentioned the
difficulties with accepting the situation. On the other hand, there is a case where parents found

ways to perceive the child's disability positively.

Impact on social life

When participants shared their views on the impact of having a child with special
needs enrolled in home education, frequently mentioned points were the impact on social life
and job opportunities. Four out of six participants (C3, C4, C5, C6) replied that their social life
had changed after the birth of their child with a disability because they need to spend a greater

amount of time with that child. Saule* (C5) claimed the following:

I couldn't leave without attention at all and meet with friends or some other people.
Because she is in such a condition and she behaves well with me, when | leave, she
begins to worry. She starts to get sick and she may have cramps at any time, she can
walk but fall down, and I don't leave her without attention at all.

Gulnar* (C4) “I cannot really go out with this girl. | can't even go to visit relatives. Even

when | visit it is difficult. [Also] this girl can't sit on the bus. There will be hysteria. We take a
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taxi to the nearest places. If the place is far, she cannot sit in the car.” Similarly, Elvira*
(C6): “I can't go where | am invited. The weight of the child is getting heavier, it is becoming
more difficult to support him, and we sit at home unless my husband comes from work.”
Samal* (C3): “He can't do anything without me. He can't get in or out of the bathroom. I
always have to be with him and support him. Therefore, | can not visit the places where | am

invited.”

The remainder of the respondents did not speak about the impact on their social life.
However, two participants (C3, C4) mentioned issues that were related to the opportunities to
work. For example, Gulnar* (C4): “I can't work, | need to look after her and I can't leave her
with someone. | can't leave or hand over this girl to anyone. | have not worked since she was
born, I'm just looking after this girl.” Similarly, Samal* (C3) commented: “Since [my child]
was diagnosed with autism when [my child] was five or six years old, I quit the job and after

that, I spent my time looking after him and my other children.”

Also, Dinara* (C2) discussed that she can work however with certain requirements and
conditions. “I had not worked before. Now, since spring, | have decided to start to work. But
not for the whole day, only by appointment at a certain time. Also, because the father of the

children left us last year.”

It is important to mention the participant Aiida* (C1) who was the only participant
who worked in a full-time regime. Besides, she was the eldest participant. Aiida* (C1)
mentioned: “My husband is at home and looking after the child. We have an agreement and
decided together that he would be with him. There were certain reasons for that decision.”

(Personal conversation not included here to protect confidentiality)
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Financial impact
Some participants mentioned a negative impact on the family budget. It is necessary to
bring a child with special needs to different types of medical procedures. Apart from that, they

need to take daily medications which are not cheap. For example, Saule* (C5) claimed:

Yes, it affects financially. We pay 4500 tenge per day for physical therapy. If you
invite from the city, it is 5000 tenge. We have to visit physical therapy for 10 days. The
state financial support is about 100,000. In addition to physical therapy, it is necessary
to visit a speech therapist, [a] speech pathologist. Also, there is a need to receive
vitamins and some other medicine. All in all, it is expensive.
In particular, Dinara* (C2) a single parent reported that it was not easy for her to provide for
two children (one of them with special needs) with all necessary needs. “The father of the
children left us last year, now | have decided to find a second job and start from spring.

Because I have to provide for them and I need financial input.”

Parental involvement with education and Epstein’s theory of overlapping influence

The partnership model by Epstein was chosen as the theoretical framework for the
present study as it was relevant to the research questions. Here, pre-defined categories were
identified according to the typologies of the theory. There are six typologies of Epstein’s
theory of parent-school-community partnership. They are parenting, communicating,
volunteering, learning at home, decision-making and collaborating with the community. The
data collected in this study was analyzed through the typologies of Epstein’s theory of

overlapping spheres of influence.
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Table 1:

Assigned categories in transcript

48

Parenting

Communicating

Volunteering

Lessons by school
teachers
Frequency of visits

Lack of guidelines
Necessity for
pedagogical support

Prohibition
Invitation

Categories Social worker advice
Learning at home Decision-making Collaborating  with
community
Involvement Non-Participation Positive influence
Parent-instructor Socialization
Parenting

In Epstein’s theory, the school needs to assist parents in creating an educational

environment at home for the progress of a child. When they asked the question, what kind of

support do you receive from the school, all participants mentioned the lessons which are

provided by teachers. Elvira* (C6) stated:

Teachers come three times a week for an hour. This hour includes two lessons, for
example, mathematics and the alphabet. Alphabet, mathematics, Russian language,
correction, Natural Science. Teachers say that we come depending on the condition of
your child, if you want, we come three times, if not one time a week. Depends on his

health condition.

Dinara* (C2) explained: “Teachers are supposed to come five times per week. Every day for

an hour. Usually, three teachers: teachers of primary school, Kazakh language, English

come.” Likewise, Saule* (C5) commented: “We have a schedule and teachers come, every

lesson lasts 15 or 20 minutes and according to the progress of children. For example, today

there are two lessons for half an hour. If she has time, the teacher takes the third lesson.”
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When participants were asked: Are you satisfied with the frequency of visits? For
example, Dinara* answered: “l do not want more, because the child can't withstand
physically. She can 't sit for long. The frequency suits me basically.” However, Saule* (C5)
explained, “Ordinary children study at school for five days, and | would like teachers to come
for five days too. | would like to come more often. Now the children of the school are finishing

the alphabet, and we have not reached the middle of the alphabet yet.”

It was evident in these results to note that the health conditions and the level of
intellectual and physical development of the child with special needs was important in the

frequency of lessons.

Communicating

This section implies providing the necessary information and guidelines in a
comprehensive way. Participants were asked whether they received some sort of instructions
or guidelines from school representatives on how to better organize home education for
children with special needs. Mostly, parents shortly said: Yes or No. For example, Dinara*
(C2): “No, there was no such thing.”, Samal* (C3): “There was no such instruction.”, Saule*

(C5): “No, I was not instructed.”

Aiida* (C1) noticed the importance of guidelines for parents,

| didn't have this because | am a teacher myself. And somehow it was organized by
myself. If these are parents, not teachers or educators, [parents] definitely need it, it is
hard in the sense that parents themselves do not know what to do and how to do,
[parents] need instructions.

One participant mentioned the consultations with social workers at school which make the

process more understandable. Elvira* (C6) shared:
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| went to school with the position that my child would receive education at school.
However, the social worker explained the situation and said that the child is still
lagging behind his classmates academically and does not know even how to write the
letter A. She said that [my child’s] speech is not clear, and it will be difficult for him to
communicate with others, especially with a teacher. Therefore, it would be better for
him to study at home.

Volunteering

This typology includes the assistance and contribution of parents throughout school
activities. However, taking into consideration the research is related to the home-education of
children with special needs, parents were asked about the possibility of children attending non-
academic activities at school. Legally, they are registered at school and have an opportunity to
visit the school. However, some participants claimed that they cannot attend activities at
school, some others shared that they were invited and attend certain non-academic activities at

school. For example, Samal* (C3) commented:

[School officials] said there is no possibility, it is difficult. | want to take my son
somewhere to help him socialize. [School officials] said: We can’t. Now it's hard. |
think I'm going to take them to the development centres in the city. Only for the sake of
socialization, it is pity, to be honest, [my child] does not know his peers, does not have
friends. | think there are some lessons at school, and ask probability of participation in
such lessons. But [school officials] said: no.

Aiida* (C1) replied: “/my child] has not attended such events yet at the school. To be honest,
I would like our school to somehow socialize them more, arrange some special events for
them, for example, New Year or some other holidays, these children do not go anywhere at
all.” Gulnar (C4): “I would like her to attend school, of course, if [my child] will follow

instructions and be interested.”

The remainder of the participants reported that the children were invited and some of
them attended activities but it was not systemic and sometimes due to various reasons children

did not take part in the events. For example, Elvira* (C6) shared:
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Yes, But | need to notify the school officials. [School officials] said that once a week,
once a month, [my child] could come and socialize with the children. But | can't take a
child to school. I do not have a person now who can look after my second child. For
example: recently we have been invited to the matinee of the New Year.

Saule* (C5) explained “We don't have an opportunity because the classes are crowded. She
only has to be homeschooled. But we were invited before, | guess it was a New year. Also, we
attended such an event on March 8 when she was in the 1%, 2", and 3™ grades. We ask them

not to forget about our child.”

Dinara* (C2) has a different situation in comparison with others. Her child is fully adapted to
society and she has a heart threshold. Therefore, the child is permitted to be at school for a

certain time.

She came on the 1st of September. | said that we can. | saw that there would be a Fall
formal, but we didn't have any preparation for the day. We went unprepared. Well,
there was a Fall formal, but no one invited us, although there is no need for her to be
in isolation, we only have a high risk of stroke, so she can't stay there all day. No one
will keep track if there is something that happens. We attend matinees, we have been
going for a long time.

Learning at home.

This section of the theory covers parental assistance in doing homework and other
assignments. The participants asked questions regarding their role and involvement in the
education process of a child. All participants answered that they help their children with

special needs to complete assignments. For example,

Aiida* (C1) replied that due to the intellectual abilities of a child she needs to take some
unusual way of teaching. It is important to mention again that this parent works as a teacher

and has professional preparedness.
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We take Biology outside, Natural Science. It is what really will help him in everyday
life. But such measures as going to a tutor, it's not for him. For example, when we
learned colours, the red colour, everything was red at home. Then everything is blue,
then when we study the letter A, it was written everywhere. It is the specifics of the
brain | would say. It is the child's ability that it needs to be repeated 1,000,000 times
and he will remember in 12000030 times probably.

Elvira* (C6) shared:
At the beginning of this year we were enrolled in home education. In the 1st quarter, I
helped him to write a lot, assisting him. He could not hold a spoon, he could not drink
food himself, we fed him with hands. It was hard to hold a pen, a pencil, and now he is

somehow adopted. 1st quarter we helped him a lot, in the 2nd quarter he started to
perform a lot of activities by himself after a lot of hand training.

Also, the participants (C2, C3) commented about their involvement in learning the alphabet
and helping with homework. Samal* (C3): “I taught the whole alphabet, working every day
with my child. The child knows the letters from what I taught. How long does a child go to

school, he didn't learn anything from school.” Dinara* (C2): | help with homework, but I try

as much as possible not to do it for her, of course, so that she does it all on her own.

The other two participants (C4, C5) explained that mostly their children like modeling with

plasticine, gluing something and drawing. Saule* (C5):

Mostly, we just draw with her because she doesn't want to read, we try, of course,
mainly drawing, working with plasticine. It seems to me that she gets tired of the
teacher and we are not given homework. Homework is not given only glueing
something and drawing. | would like to help her. But I don't have such an experience. |
don't know how to approach it professionally.

Gulnar* (C4): “We play games, we model different figures with the plasticine. She plays with

knocking them with fingers.”

Decision making.
Decision-making is the fifth typology of Epstein’s theory of overlapping spheres of

influence. It suggests including parents in the decision-making process regarding the education
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program. Therefore, participants were asked about their involvement in making decisions
relating to the program that is taught. Participants (C1, C2, C4, C5, C6) claimed that they were
not involved in the process of making decisions. However, some participants mentioned the
opportunity to make requests. For example, Aiida* (C1) discussed:
To make a program?? there is no such thing. But in September, when he went to the
fifth grade so that we would be left with teachers who knew his abilities, | asked not to
have so many subjects, for example, he would not remember them, so that we would be
left with elementary school program because it is more convenient for us to learn to
read and write that we still do not know how. But the social worker and psychologists
picked up a more or less appropriate program in my opinion. Well, the child is ok now.
Similarly, Elvira* (C6) shared:
| didn't participate in the decision-making process. In the 1st quarter, they said you
need some activities to strengthen his hands to hold the pen and pencil. I went to
school with the position that my child would receive an education at school. However,
the social worker explained the situation and said that your child is still lagging
behind his classmates and does not know how to write the letter A. She said that if his
speech is not clear, it will be difficult for him to communicate with others. Therefore, it
would be better for him to study at home.
Gulnar* (C4) replied that she made a request to the vice principal to change the subjects.
“Basically, they appointed teachers. There were Kazakh language, English and other subjects.
Then | went to vice-principal. | said: We don't need them yet. At least, we need psychologists,

speech therapists, speech pathologists. | expect we will start with new teachers from

December.”

Collaborating with the community.
This section includes the involvement of community resources in the development of a
child. Participants were asked if they visit a state or private educational organization apart

from schools to accommodate the educational needs of their child. Also, participants were
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asked to provide an opinion about the effectiveness of special services. All participants found

those organizations beneficial. For example, Aiida* (C1) commented:

We went to Steam Robotics in Astana just opened and we were invited there. We went
there for free, they took us as a social project. He went there and he really liked it
there. Then we went to chess. Well, we went just for socialization. Because none of us
was going to make him a chess player. For at least a year, he learned how to build
them. But he really liked Robotics in terms of the fact that his hands were still not
working well at that time. It helped him.

Samal* (C3) replied:

Yes. We went to the Autism Center. He likes to go with me only, and come back with
me. But he does not yet realize that he is not in good health. When he saw the children,
who cried, he was afraid. He asked why they are screaming. When we come back
home, he is speaking surprisingly about their behavior. Why did they scream? So, we'll
come back. It is like a party for him, he felt great after. One time every week we went
out together and it makes him happy.

Similarly, Saule* (C5) shared:

We visit the correctional centre. | can say the administration of the correctional centre
does not leave us alone, no matter what holidays they congratulate, they invite us to all
the events. A defectolgist and a psychologist, know their job. Generally good. | am
happy with the Correctional Center.

Challenges and opportunities faced by parents of children with special needs in the
process of home education.

Participants were asked what challenges they encountered in the process of home
education. The focus was on the challenges regarding the education of the children. The
frequently mentioned challenge by participants (C2, C3) was related to the teacher's
competence. It includes poor work ethic and lack of special knowledge. For example, Dinara*
(C2) explained:

When I'm at work, my eldest son is at home after his lessons and when teachers come

and go, he is at home. And the hopeless situation. He was waiting for the teachers to

come. | have certain agreements with him. And then the teacher of the Kazakh

Language writes to me, "I'm going from the city, I'm going to be late". According to
the schedule, [the teacher] has to come at 5 o'clock. But at 6 p.m. she writes to me that
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she will be late. Then closer to 6, she writes, "I'm still driving, traffic jams, I'll come
tomorrow at 4". | said: No, Tomorrow at 4 o'clock, another teacher in the schedule. |
said: it won't work for us. And | have a conflict with my son, [my son] was sitting
waiting to go out. Another child is sitting waiting for a lesson. She's set up. It is not the
first time that teachers do not respect my time.

Also, she added;

Teacher can't engage [my child]. I'll explain why now. My daughter grew up on fairy
tales, do you know how she greets guests? Hello, dear guests... She grew up on fairy
tales. [my child] waits for every teacher every day with gifts. She carves there, sculpts
cool. Draws. The teacher said after 3 weeks, "don't give me gifts." She devalued
everything, cut it off and the child ended up. I admit that my daughter's character is
not a sugar. Also, sometimes, | hear a note of irritation in the teacher's voice. | don't
like it either. [The teacher] teachers one child, it's not with a class. This is generally
not pedagogical, in any way at all.

Similarly, Samal* (C3) explained;

| talked to the vice-principal and agreed about home education. But now the teachers
do not come,for the last month, from the 16th of October he has been enrolled to
homeschooling, it is already November now. But only one teacher visited us.

Moreover, Samal* (C3) said;

One teacher came, and She said: | am afraid that | would not see such a child, so she
left. It is strange for me why they appointed a teacher who cannot work with children
with special needs and is afraid of them. I felt disappointed because she is afraid of my
child.

Two out of six participants (C4, C5) replied that children do not follow the instructions of
teachers and may behave in an unacceptable way. For example, Gulnar* (C4) shared:

The main difficulty is that she does not follow the teacher's instructions most of the
time. If it's not interesting, she gets angry, gets bored, she throws everything away. If
something is interesting, for example, when teachers bring a laptop and watch a
cartoon, only watch something interesting.

Saule* (C5) commented,;

Home is home for her and it is a place to play not for studying. She doesn't obey
teachers. She can't focus on studying at home. No difference does she study or not?
From Monday to Friday at home, it's not educational for her, because she doesn't even
have a desire to study. The teacher comes, she's still lying on the couch. I have to push
her and say: Come on, get up. It's hard for me. Although the teachers are trying their
best, they try to organize her time in a better way.
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Aiida* (C1) answered that due to the specifics of the diagnosis the educational process

becomes challenging. It makes the whole process of acquiring new knowledge difficult.

He forgets everything that was literally studied or learned. It refers to the specifics of
the diagnosis. For example, he reads the letters but in five minutes he has forgotten
everything. Therefore, we do not take such activities like learning by heart, it is useless
and when teachers come, | say to teachers not to focus on the fact that he will
remember everything now. Moreover, it's hard for him to adapt to different teachers at
all. He doesn't remember who came. Therefore, the main problem is expectations
because every teacher and my son expects to see the result of work, but we have such a
diagnosis that he does not see the result.

Saule* (C5) raised the issue regarding the separate room for a child to study.
The difficulty is with the room or apartment. My problem is that she doesn't have a
private room to study. We have a one-room apartment and it is uncomfortable for me

in general. Usually, I try to leave her with a teacher at least for an hour, because when
I'm at home she doesn't obey at all.

On the other hand, Elvira (C6) found that it is comfortable to study at home due to the
necessity of looking after other children. “Home education is also an opportunity to stay at
home, which is comfortable in terms of time. It is not necessary to take and bring the child to
class early in the morning. Also, in my case, my second child is a little. Now it is comfortable

that he studies at home.”

Chapter summary

This chapter presented the results drawn from the interviews with six parents of
children with special needs regarding the experiences in home educating their children with
special needs. The study findings reveal that rearing a child with special needs in Kazakhstan
has a psychological, social, and financial impact on parents. Parents are all involved in their
children's education at home and assist in completing homework and other assignments;

however, the collaboration between family and the school remains for the most part
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ineffective, creating difficulties for parents. Apart from that, parents experience challenges
related to the child's behavior, the negative influence of diagnosis, and providing a separate
room for a child to study. Also, the participants noted the essential role of special centers not

only in the education of children but also in the socialization process.
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Chapter Five: Discussion
This chapter presents a discussion of the findings illustrated in the previous chapter. It
aims to answer the overarching research question: what are the experiences of parents of
children with special needs enrolled in home education in Kosshy. In addition, the findings
will be discussed concerning the existing research literature on the experiences of parents of
children with disabilities enrolled in home education. This chapter is structured based on
Epstein's theory of overlapping spheres of influence. Three spheres of influence: family,

school, and community.

Family

The results of the present study indicate that the birth of a child with special needs has
a psychological and emotional impact on parents. They experience different negative
emotions, which start with rejection and disbelief. This supports the position of Kendal and
Merrick (2003), who mentioned the Kubler-Ross grief theory consisting of five stages of
potential parental reaction (denial, anger, bargaining, depression, and acceptance). On the
other hand, some respondents did not mention the psychological and emotional impact of
having a child with a disability. Parents who noticed the negative psychological impact were
younger than the respondents who did not share their feelings. Due to their age and life
experience, they might have already accepted the situation, while some others are still in the
stage of bargaining and depression (Kendal & Merrick, 2003). Furthermore, it is beyond the
scope of the study to claim that fathers of the children also experience the same level of
psychological and emotional pressure of having a child with special needs because all

participants are mothers of children with special needs enrolled in home education.
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Another finding illustrates that having a child with special needs enrolled in home
education in Kazakhstan significantly changes a parent's social life. Rearing a child with
special needs requires constant attention from parents. The diagnosis of a child creates
difficulties in moving from one place to another in a transport, followed by hysteria and
nervousness. Therefore, it isn't effortless to visit some places and interact with relatives and
friends. These findings align with the results of the previous studies (Beresford et al., 2007;
Thwala et al., 2015; Whiting, 2012). It is almost impossible to leave a child with special needs
with other family members or a babysitter for a long time. This supports the findings of a
study by Whiting (2012), who raised the issue of parental access to respite care or totally
breaking from the care of a child with special needs. Additionally, it can be explained by the
parent's fear of leaving the child in the care of someone else.

While most parents mentioned the influence on their social life, there were parents who
did not talk about the changes in social life. In one case, the participant’s child has a heart
threshold (high risk of stroke) which means that a child develops intellectually and
psychologically like a typical child. Hence, parents can leave this child in the care of someone
else, allowing greater opportunities for social activity. Similarly, another case involved the
mother of a child who has microcephaly of the brain, which is not characterized by the
necessity for constant care. Therefore, there is no shortage of social interaction in this instance
with other community members. It is evident that the type of disability affects the parents
opportunity to socialize and stay active which is similar to the findings of Sen and Yurtsever
(2007) who suggest that the day-to-day needs of children with special needs vary according to
the child’s disability.

As all parents in the present study need to spend a significant amount of time with their

children, the challenge of employment opportunities and careers was another area that



HOMESCHOOLING OF CHILDREN WITH DISABILITIES 60

emerged from these data. Several parents mentioned this issue. It is represented in the findings
of the study by Buckner & Yeandle (2006), who suggest that parents of children with
disabilities need flexible working hours due to the caring responsibilities which negatively
affect their chances to be employed and build a career. It is also evidenced in the participants'
profiles because four out of six participants are homemakers. Interestingly, the two parents
mentioned above who have not indicated social impact are employed. This is because they
have an opportunity to dedicate time to work due to the reasons explained above.

The negative impact on the family budget was highlighted by some participants. These
findings are corroborated with the results of the studies by Buckner & Yeandle, (2006),
Dobson et al., (2019), Hewitt-Taylor (2007), and Thwala (2015). One of the reasons marked
by participants is that children with special needs require medications and some other
additional special services that are expensive are in line with findings of the study by Dobson
et al. (2019), Thwala (2015), who found that rearing a child with special needs demand a
significant amount of finance. It is worth noting that the financial expenses of parents are
directly influenced by the type of disability and its severity which is stated by Hewitt-Taylor
(2007). On the other hand, there was no correlation evident between the loss of job
opportunities and the impact on the family budget. As none of the participants who were
housewives reported financial problems, these results contradict the findings of the study by
Buckner & Yeandle (2006), who found that families with disabled children in Wales and
England indicated the loss of job opportunities as a primary factor in financial problems
because in the process of searching for job employment because the flexibility of working
hours is a primary criterion by parents which cannot suit the requirements of an employer.
However, it is essential to note that the study was conducted in the UK, where parents have

different attitudes towards a child's disability and views on sharing their weaknesses compared
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to parents in Kazakhstan. Hence, it is complicated to conclude that the loss of job
opportunities does not affect the family budget negatively. Also, participants did not mention
the impact on marital life. Only one participant identified as a single parent; nevertheless, she
did not make it clear that the child's diagnosis was the main reason for divorce. The results of
the respondents can be explained by the strong relationships between couples and their
attitudes towards family values. The findings of the previous papers were also controversial.
While some authors found a correlation between divorce and child diagnosis, others did not
document the link. Moreover, the following paragraph can also partially explain the parent's
responses.

In one case in the present study, a participant shared that the diagnosis of a child's
disability consolidated family members and strengthened their togetherness. This is
corroborated by the findings of Ferguson (2001) who claimed that parents could positively
adapt to the situation by considering the child's diagnosis as an opportunity to make the family
more united. However, it is the only case when parents find a way to reframe the negative
event and strengthen family relationships. This can be explained by the stigma of having a
child with a disability which is aligned with the findings of studies conducted in Asian
contexts by Huang et al., (2010) in Taiwan and An et al., (2018) in Kazakhstan. These studies
suggest that due to the traditional beliefs in society, parents experience the shame of having a
child with a disability and stigmatizing attitude in everyday life situations which hinder

reevaluating the situation and changing the attitude towards the child's disability.

Parent's role in home education

The findings suggest that all parents are engaged in the process of home education,

however, they have different experiences in terms of involvement as an instructor in the



HOMESCHOOLING OF CHILDREN WITH DISABILITIES 62

education of their children. The child's diagnosis and level of intellectual, psychological, and
physical development determine the nature of the parent's involvement. For example, a child
with microcephaly of the brain needed a nonstandard teaching approach because of an
inability to retain information. It is essential here to note the impact of having a mother who is
a trained teacher and has professional experience in teaching and learning. This supports the
findings of Kidd and Kaczmarek (2010) who investigated the experiences of mothers’ home
educating their child with an autism spectrum disorder in Australia and detected that educating
a child with ASD demands special teaching materials and techniques because of the cognition
features. Additionally, there were children with cerebral palsy whose parents assist them in
holding a pen and articulating sounds because of the specifics of their disability. In the case of
a child with a heart threshold, a mother is involved in completing the home tasks and other
assignments as typical children do. In other cases, parents were engaged only in the process of
playing, drawing, glueing, and modeling due to the level of development and severity of the
diagnosis. There is a clear correlation between parents' experience as educators and the child's
diagnosis. These cases demonstrate that parents need special knowledge and methodological
support in the home education of a child with special needs (Arora, 2006).

The results suggest that parents may face various difficulties in the process of home
education including problems with the child's behavior and the issues with providing separate
space for a child to study. Some participants mentioned that children do not follow teachers'
instructions and may show antisocial behavior, which can be related to intellectual
development. Also, home education requires a separate space or room for children, which one
parent mentioned as a difficulty. Mouzourou et al., (2001) explored the role of parents in
educating a child with an autism spectrum disorder. The study's findings suggest the

significance and necessity of creating a special room or space for a child educated at home
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with ASD to increase the effectiveness of provided lessons. Hence, there was a
recommendation from a parent to provide an auditory at school where children can study and
participate in non-academic activities which need to be taken into consideration by local
schools.

Similarly, another study regarding the experiences of educating children with ASD was
conducted by Mouzourou et al. (2001) in Cyprus. The authors examined the family's daily
experiences and the role of parents in educating children with ASD. This case study of one
Cypriot family included all family members, including siblings, who were interviewed to
collect the data. The study's findings revealed that the parents in this case had an active
involvement in the education of their child and created a special room with all necessary
materials and needs. In addition, the parents shared that visits from a psychologist twice a
week to their home were beneficial. According to the findings, specialists usually said,
"Yannic was good today, or he made some coloring™ (Mouzourou et al. 2001). However, the
mother of the child reported that she needs assistance in working without a specialist for the
rest of the day and seeing progress, not judgment like good or bad (Mouzourou et al. 2001).
These findings suggest that educating children with disability at home requires particular
knowledge and experience, which may also vary according to disability.

Findings suggest that family members, mainly parents, are influenced psychologically,
socially, and financially by the diagnosis of a child's disability in similar ways to parents in
other countries and contexts. Moreover, the role of parents becomes even more significant
when a child is enrolled in home education (Duvall et al., 1997) which requires providing
adequate educational interventions and facilities according to the specific characteristics of a
child's diagnosis (Kidd & Kaczmarek, 2010). Hence, the school and community support are

vital for parents, which will be discussed in the next sections.
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School

The collaboration between parents and school plays an essential role in meeting the
educational needs of children with disabilities enrolled in home education. However, these
results indicate that parents have experienced many problems collaborating with school
teachers. The inability of teachers to meet the needs of children and poor work ethic was
mentioned by several parents. These are corroborated with the results of the report made by
Human Rights Watch (2018) regarding the education of children with disabilities in
Kazakhstan, where school teachers' low quality of lessons was indicated as one of the
problems of home education. In the interviews, parents complained that educators who came
to teach their children could not address their needs. Although some parents positively
commented on the lessons conducted by teachers, it is difficult to assess the progress made by
children and the effectiveness of lessons because children are registered in the same electronic
system as ordinary children and educators apply the standard grading system for children with
disabilities enrolled in home education even though children are taught at home in different
circumstances. Also, parents may assess lessons provided by teachers to homeschooled
children not by effectiveness of educational interventions and academic progress but based on
the child's attitude to the teacher and visual observation (Julka, 2015). This raises two
important issues in the Kazakhstani home education system: first is the lack of professional
preparation and special knowledge of school teachers assigned to teach children with
disabilities and second is the necessity of a special assessment system for children with special
needs enrolled in home education based on the educational needs of children.

In addition, teachers' incompetence is represented in poor work ethic when teachers do

not come to teach according to the schedule or sometimes do not come at all. It can be
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explained as a neglected attitude of teachers which is the representation of social stigma
existing in the Kazakhstani context. This is in line with the findings of Somerton et al., (2021)
who explored the knowledge and beliefs of specialists in Kazakhstan who are involved in the
diagnosis of autism and confirmed the stigmatizing attitude towards disability in the
Kazakhstani society. Thus, teachers™ poor work ethic can be partially reasoned by the lack of
control and communication between school officials and parents.

It was expected that all parents would mention the lessons provided by school teachers
as support because it is a legal and mandatory part of home education. Nevertheless, it was
interesting that most parents were not for increasing the frequency of lessons because of their
children's health conditions. Moreover, the results of the previous papers by Julka (2015), who
investigated the Home-Based Education Programme organized by Sarva Shiksha Abhiyan in
rural areas of India, the study by An et al., (2018) and the report made by Human Rights
Watch (2018) which is based on the parent interviews of children with disabilities in
Kazakhstan found that parents are less satisfied with the frequency of visits. However, the
program organized by Sarva Shiksha Abhiyan in India was for children with severe disabilities
and was considered a "ray of hope" for parents. Therefore, there was an expressed desire for
more lessons. Furthermore, the last two studies related to the Kazakhstani context were
conducted in 2018. Interestingly, the amendments in the Law of Education were also made in
2018 increasing the number of lessons for home-educated children. Therefore, the data may be
collected before the changes in the law or slow implementation of new amendments can be the
reason for parents” dissatisfaction. On the other hand, the frequency of lessons should be
identified according to a child's educational needs and health conditions.

In relation to the schools’ communication with parents, the findings here suggest that

parents of children with special needs have not received comprehensive guidelines from the
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school regarding the effective organization of the home education process. The finding could
be partially explained by the absence of special guidelines as a needed requirement for the
school to organize the home education process for children with disabilities. Moreover, the
lack of school officials’ expertise regarding the organization of the home education process
and partnership model between school and family, which may hinder productive
communication between stakeholders, can also be the reason for the absence of support and
guidelines. In addition, one participant who works as a teacher emphasized the importance of
such guidelines for parents without pedagogical knowledge and experience. This comment
supports the results of the study by Van Kuren (2000) and Mouzourou et al., (2001), who
raised the question of whether parents without special knowledge can properly assist children
at home and suggest that the home education process of a child with a disability demands
specific expertise and experience from parents. It might be necessary for the government,
policymakers, schools, or PMPCs in Kazakhstan to consider the resources that parents of
children with disabilities enrolled in home-schooling require. In this way, the avenues of
communication can be improved to strengthen or more specifically in this instance create
more of a partnership model between home and school. This is in line with UNESCQ's (1994)
recommendations regarding the involvement of parents in inclusive education.

An unexpected finding from the present study was the mixed results regarding
children’s participation in non-academic activities at school. There are cases when children
were not invited to the non-academic and have not participated in any events at all. This is in
line with the findings of the Human Rights Watch report in 2018 and the study by An et al.,
(2018) when isolation was found as one of the problems of home education for children. On
the other hand, the data from the present study suggest that some children were invited to

participate in non-academic events. There appears to be no consistency in the process. If we
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look at the cases, the only child who attended events at school was a child who has a high risk
of stroke. In this instance, it appears that it may be based on the kind of diagnosis of the child.
The child who did attend events at school was diagnosed with a disability characterized by
normal development intellectually, psychologically, and without problems in movement. The
contradiction between the cases can be explained firstly by the characteristics of the diagnosis
of a child, which affect the movement and behavior of a child. The second is the lack of
facilities at school and the special knowledge of educators, which influence the decisions of
school officials not to invite children with disabilities to participate in non-academic activities.

Importantly, the results indicate that no parents in this study were involved in decision-
making regarding the process of home education. However, there are cases when parents
request to change the subjects that suit their children's needs. For example, there was a
positive answer to the case of a child with cerebral palsy who hardly performed basic actions
such as asking for water, and the psychologists and defectologist were approved to work with
the child instead of Kazakh and English teachers by the school administration. This is only one
instance, however, which does not support the statement of Cook et al., (2013) who claim that
parents do not feel welcomed at school to address some issues and problems regarding their
children's education. This case highlights that making a shared decision is vital to meeting a
child's educational needs and something that should be raised with schools and policymakers
when considering provisions for parents of children with disabilities to be involved with their
child’s education.

Overall, the results of the study related to the partnership between parents and school
suggest that teachers lack the skills to meet the needs of children (HRW, 2018; An et al.,
2018) and tend to demonstrate a poor work ethic that can be rooted in the stigma attached to

disability (Somerton et al., 2021). The collaboration process between two stakeholders
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remains unsystematic because parents do not obtain assistance and instructions from school
officials related to home education which is essential for parents to successfully manage the
home education process (Van Kuren, 2000; Mouzourou et al., 2001). Moreover, parents lack
the opportunity to participate in decision-making regarding child’s educational provisons
(Cook et al.,) and also not all children can visit non-academic activities at school to get the
opportunity to socialize (HRW, 2018; An et al, 2018). It is evident that family and school

need close collaboration to create an environment for the benefit of children (Epstein, 2010).

Community resources

The findings of the present study suggest that all parents find additional services
provided by defectologists, psychologists, and other professionals in correctional institutions
and other special centres beneficial for their children. Primarily, they have selected those
organizations for the opportunity for their children to socialize. This supports the idea of the
importance of community resources because” the problems of educational achievement and
academic success demand resources beyond the scope of the school and most families.”
(Heath & McLaughlin, 1987, as cited in Epstein et al., 2002, p. 43). However, none of the
participants mentioned NGOs or other parental organizations and communities as was
expected, which can be a potential source of support and knowledge. This might be explained
by the fact that parental organizations in Kazakhstan are in the beginning stages of their
development and there might not be the current resources available in the form of community

groups or NGOs at the research site.

Many parents in this study tended to see the solution to their child's challenges through

only medical treatments and therapies, which leads to neglect of such social opportunities.
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Thus, it is vital to involve not only the centers with additional services but also a wide range of
community resources, including parental NGOs and communities, and business

representatives to support parents of children with disabilities effectively.

In relation to this study, we can say that rearing a child with special needs in
Kazakhstan impacts a parent's life significantly. It includes as in other contexts researched
issues that impact a parent psychologically, socially, and financially. In-home regards to
home-schooling parents face many challenges and perhaps more than in other developed
countries relating to the teacher's competence, difficulties referring to the child's diagnosis in
the education, and issues with providing a room for studying. Although parents participate in
the education of their children at home, their involvement is under-resourced, often
unsupported, very basic in nature, and have little input or involvement in the subjects or
curriculum that might be appropriate for their child. The findings of the present study indicate
that the process of home-schooling in some parts of Kazakhstan can be described as
unsystematic and unsatisfactory due to the lack of special knowledge and implementation of a

clear model of partnership between parents, school, and community.

Chapter summary

Overall, the findings support the results of previous papers demonstrating a negative
impact of a child's diagnosis in wide range of parent’s life. Moreover, the results show that
parents face various challenges regarding meeting the needs of children at home. Furthermore,
it is evident that the support provided by school is limited to effectively meet the needs of
home educated children which illustrates the absence of system with comprehensive

guidelines for schools, teachers, and parents. Also, it has been detected that parents find
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additional services provided by defectologists, psychologists, and other professionals in
correctional institutions and other special centres helpful for their children that shows

essentiality of close cooperation with community resources.

70
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Chapter six: Conclusion and Recommendations

This thesis explored the experiences of parents of children with disabilities enrolled in
home education in Kosshy and answers the overarching research question: “what are the
experiences of parents of children with disabilities enrolled in home education in Kosshy?”
The present study examined the impact of disability and a child's diagnosis on a parent's life,
how parents are involved in their children's education, and what resources or supports are
provided by schools to facilitate parents' engagement in their child’s education. The findings
of this thesis support the results of previous research showing a predominantly negative
impact of a child's diagnosis on a range of dimensions of parental life (Beresford et al., 2007;
Buckner & Yeandle, 2006; Dobson et al., 2019; Thwala et al., 2015; Whiting, 2012).

Parents play a crucial role in creating a supportive environment for children with
special needs enrolled in home education (Kidd & Kaczmarek, 2010; Mouzourou et al., 2001).
The findings of the present study illustrate the problems parents experience in home-educating
their children in one region of Kazakhstan including a lack of teachers™ skills, issues related to
a child's diagnosis, and certain challenges parents face such as providing a separate study
room for a child. Furthermore, the support parents report is limited and scarce and most
parents explain they are not provided with an opportunity to be involved in the decisions
related to their child's education. This indicates that the home education process for children
with special needs in Kazakhstan may not be well organized in some regions of the country
due to the lack of a clear system, guidelines for schools, teachers, and information for parents.
Based on the findings of this research, the author recommends that a formalised parent and
school partnership model involving family, school and community should be conceptualised

and implemented. Such a model would explicitly support all stakeholders in the process of
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homeschooling, particularly for those students with disabilities who for various reasons cannot
be currently accommodated in inclusive schools.

Despite the claim from some studies (Duvall et al., 1997; Duvall et al., 2004) that
parents can be effective as educators at home educating a child with special needs without
special knowledge and preparation, based on the findings of the present study, the author
argues that parents need specialized support and guidance in managing home education.
Hence, there is a necessity for a close partnership between parents, school and community
with shared goals and responsibilities which provide effective provisional support for parents
to meet the needs of home educated children with special needs. Home education in
Kazakhstan will most likely continue in its existing form for some time into the future,
however, implementing clear protocols based on a parent-school partnership model may better
support children with disabilities and their parents in their education with a closer involvement

in community and school activities.

Recommendations

The study's findings demonstrate the importance of close cooperation between family,
school and community in meeting the needs of homeschooled children with special needs.
Thus, a clear and explicit model of partnership between stakeholders can potentially be based
on Epstein’s theory of overlapping influence with an adaptation to the home education
context, with the core principle of locating children at the center. According to the findings of
the present study, it is evident that parents need support in the organization of home education
which may be delivered by school representatives through workshops and seminars for
parents. In addition, following UN guidelines (UNESCO, 1994) parents should be involved in

decision-making processes that relate to the creation of individualized learning plans and
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learning supports. In the context of home education, there is a risk that children can be isolated
from peers. Thus, parents may initiate volunteer clubs with the help of school administration
to organize events or even participate in non-academic activities at school with their children.
Finally, the cooperation with community organizations and other resources such as NGOs,
businesses, and special education centres that can provide necessary resources such as
counselling services will fill a gap in the provision of necessary services.

With any proposed model, the school can become the main driving force behind a
shared core of ideas and disseminate the model of partnership based on explicit goals and
responsibilities. For example, creating an action team at each school with the involvement of
school administration, teachers and parents can facilitate the identification of shared goals and
plan inclusive activities. This initiative can be beneficial for parents of children with special
needs enrolled in home education. Firstly, support from school and other community resources
will equip parents with the necessary skills and knowledge, effectively organize home
education, and meet the needs of their children. In addition, knowledge on managing home
education and the child’s educational progress will positively influence parents' psychological
and emotional well-being. Moreover, partnership activities could provide an opportunity to
meet with other parents and create a community of parents with similar interests.

Another stakeholder is the school which also can possibly benefit from close
cooperation. It will assist to improve the provision of home education. Furthermore, providing
active participation of parents and other stakeholders in the education of children will help to
create a supportive environment at school. Additionally, teachers will better know and
understand the needs of home educated children from cooperation with parents.

However, the results of the present study showed that most teachers are not equipped

with the skills to accommodate the needs of home-educated children. Therefore, it might be
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necessary to initiate special training programs for in-service teachers by the local educational
departments with the further support of parents in the organization of home education.
Moreover, the discipline related to the education of homeschooled children with special needs
should be included in the curriculum of pre-service teachers by tertiary educational
organizations™ boards.

Furthermore, it is essential to note that children with special needs enrolled in home
education in Kazakhstan are graded using the same assessment system as typical children. As
a result, it is complicated to track the progress of children with special needs enrolled in home
education and assess the effectiveness of teachers instructions. Thus, it is necessary to create
a special assessment system for children with disabilities enrolled in home education to
evaluate their progress.

The findings of the present research highlight the gap in the research literature
regarding the experiences of parents of children with special needs in home education in
Kazakhstan. It would be useful to extend this research into other locations within Kazakhstan
with the involvement of a greater number of parents, school officials and community members

to gain a better understanding of the wider context.

Limitations of the study

The small sample size of the study and the fact that respondents are from one small
town limit the opportunity to generalize the findings to a wider population of parents
educating their children with disabilities at home in Kazakhstan. Moreover, most participants
cannot deliver their thoughts and experiences clearly regarding involvement in the home
education as educators because of the lack of professional preparation which is represented in

the profiles of respondents (4 out of 6 are homemakers). Also, the study has concentrated on
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the experiences of parents which does not allow to assess the effectiveness of support provided

by teachers from the perspectives of educational organizations.



HOMESCHOOLING OF CHILDREN WITH DISABILITIES 76

References
Ainscow, M. (2005). Developing inclusive education systems: what are the levers for change?
Journal of educational change, 6(2), 109-124. http://dx.doi.org/10.1007/s10833-005-

1298-4

An, S., Chan, C. K., & Kaukenova, B. (2020). Families in Transition: Parental Perspectives of
Support and Services for Children with Autism in Kazakhstan. International Journal
of Disability, Development and Education, 67(1), 28-44.

https://doi.org/10.1080/1034912X.2018.1499879

Arora, T. (2006). Elective home education and special educational needs. Journal of Research
in Special Educational Needs, 6(1), 55-66. https://doi.org/10.1111/j.1471-

3802.2006.00059.x

Austin, J.F. (2000). The role of parents as advocates for the transition rights of the disabled

youth, Disability Studies Quarterly, 20(4). https://dsqg-sds.org/article/view/265/279

Baker, J., & Fenning, K.M. (2007). Prediction of social skills in 6-year-old children without
developmental delays. American Journal of Intellectual and Developmental Disability,

112, 375-391. https://doi org/ 10.1352/0895-8017(2007).112

Becéirevié, M., Dowling, M., & Open University. (2012). Parents participation in the social
inclusion of children with disabilities in Bosnia and Herzegovina and Croatia: Final
report for the early childhood program, open society Foundation, London.

https://files.eric.ed.gov/fulltext/ED605983.pdf


https://doi.org/10.1111/j.1471-3802.2006.00059.x
https://doi.org/10.1111/j.1471-3802.2006.00059.x

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 7l

Beck, D., Egalite, A., & Maranto, R. (2014). Why they choose and how it goes: Comparing
special education and general education cyber student perceptions. Computers &

Education, 76, 70-79. https://doi: 10.1016/j.compedu.2014.03.011

Beresford, B., Rabiee P., & Sloper, P., & the University of York. Social Policy Research Unit.
(2007). Priorities and perceptions of disabled children and young people and their
parents regarding outcomes from support services.

https://www.york.ac.uk/inst/spru/pubs/rworks/aug2007-03.pdf

Blanche, M. T., Blanche, M.K., Durrheim, K., & Painter, D. (2006). Research in practice:
Applied methods for the social sciences. Juta and Company.

https://www.pins.org.za/pins/pins35/pins35_bookreview03_Wilbraham.pdf

Bridges, D. (2014). Educational reform and internationalization: the case of school reform in

Kazakhstan. Cambridge University Press.

Brinker, R. & Seifer, R. & Sameroff, A. (2004). Relations among maternal stress, cognitive
development, and early intervention in middle- and low-SES infants with
developmental disabilities. Americal Journal on Mental Retardation, 98, 463-480.

https://pubmed.ncbi.nlm.nih.gov/8148123/

Brinkmann, S. (2014). Unstructured and semi-structured interviewing. The Oxford Handbook
of Qualitative Research, 276-299.

https://doi.org/10.1093/oxfordhb/9780199811755.013.030

Brisenden, S. (2007). Independent living and the medical model of disability. Disability,

Handicap & Society, 1(2), 173-178. https://doi: 10.1080/02674648666780171.



HOMESCHOOLING OF CHILDREN WITH DISABILITIES 78

Buckner, L., & Yeandle, S. (2006). Managing more than most: a statistical analysis of
families with sick or disabled children. Carers UK.
https://www.researchgate.net/publication/262449609 Managing_More_than_Most_A

statistical_analysis_of families_with_sick_or_disabled_children

Cai, Y., Reeve, J., & Robinson, D. (2002). Homeschooling and teaching style: Comparing the
motivating styles of home school and public school. Journal of Educational

Psychology, 94(2), 372-380. https://doi.org/10.1037/0022-0663.94.2.372

Chapman, A., & O'Donoghue, T.A. (2000). Home schooling. An emerging research agenda.
Education Research and Perspectives, 27(1), 19-36.
https://www.semanticscholar.org/paper/Home-schooling-%3A-An-emerging-research-

agenda-Chapman-0%27donoghue/1b3f830f70004c7bd52873ebb61f9f929aa52652

Coimbra, M. & Martins, A. (2013). Case Studying Educational Research: A way of looking at
Reality. American Journal of Research, 1 (9), 391-395. https://doi:

10.12691/education-1-9-7.

Cook, K., Bennett, K., Kane, J.D., & Mataras, T. (2013). Beyond the brick walls:
Homeschooling students with special needs. Physical Disabilities: Education &

Related Services. 32(2), 90-103. https://www.researchgate.net/publication/269875133

Creswell, J. W. (2002). Educational research: Planning, conducting, and evaluating

quantitative. Prentice-Hall.


https://www.researchgate.net/publication/262449609_Managing_More_than_Most_A_statistical_analysis_of_families_with_sick_or_disabled_children
https://www.researchgate.net/publication/262449609_Managing_More_than_Most_A_statistical_analysis_of_families_with_sick_or_disabled_children
https://www.researchgate.net/publication/262449609_Managing_More_than_Most_A_statistical_analysis_of_families_with_sick_or_disabled_children
https://www.researchgate.net/publication/262449609_Managing_More_than_Most_A_statistical_analysis_of_families_with_sick_or_disabled_children
https://www.researchgate.net/publication/269875133

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 79

Creswell, J.W. (2007). Five qualitative approaches to inquiry. In J.W. Creswell (Eds),
Qualitative inquiry and research design: choosing among five approaches (pp. 55-84).

SAGE.

Creswell, J.W. (2014). Educational research: Planning, conducting, and evaluating

quantitative and qualitative research: International edition (4th ed.). Pearson.

Dobson, B., Middleton, S., & Breardworth, A. (2019). The impact of childhood disability on

family life. Joseph Rowntree Foundation. https://hdl.handle.net/2134/2473

Duvall, S.F., Delquadri, J.C., & Ward, D.L. (2004). A preliminary investigation of the
effectiveness of homeschool instructional environments for students with attention-
deficit/hyperactivity disorder. School Psychology Review, 33(1), 140-158.

https://doi.org/10.1080/02796015.2004.12086238

Duvall, S.F., Ward, D., Greenwood, C. R., & Delquadri, J.C. (1997). An exploratory study of
home school instructional environments and their effects on the basic skills of students
with learning disabilities. Education and Treatment of Children, 20, 150-172.

https://doi.org/10.1080/02796015.2004.12086238

Epstein, J. L. (2010). School/Family/Community partnerships: Caring for the children we

share. Phi Delta Kappan, 92(3), 81-96. https://doi.org/10.1177/003172171009200326

Epstein, J. L., Sanders, M. G., Simon, B. S., Salinas, K. C., Jansorn, N. R., & Voorhis, F. L.
(2002). School, family, and community partnerships: Your handbook for action.
Corwin. https://www.govinfo.gov/content/pkg/ERIC-ED467082/pdf/ERIC-

ED467082.pdf


https://hdl.handle.net/2134/2473
https://doi.org/10.1080/02796015.2004.12086238
https://doi.org/10.1080/02796015.2004.12086238
https://doi.org/10.1080/02796015.2004.12086238
https://doi.org/10.1080/02796015.2004.12086238
https://www.govinfo.gov/content/pkg/ERIC-ED467082/pdf/ERIC-ED467082.pdf
https://www.govinfo.gov/content/pkg/ERIC-ED467082/pdf/ERIC-ED467082.pdf

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 80

Etikan, I., Musa, S. & Alkassim, R. (2016). Comparison of convenience sampling and
purposive sampling. American Journal of Theoretical and Applied Statistics, 5(1), 1-4.

http://dx.doi.org/10.11648/j.ajtas.20160501.11

Ferguson, P.M. (2001). Mapping the family: Disability studies and the exploration of parental
response to disability. Handbook of Disability Studies, 373-395. https:

//doi.org/10.4135/9781412976251.n15

Gupta, A., & Singhal, N. (2004). Positive perceptions in parents of children with disabilities.
Asia Pacific Disability Rehabilitation Journal, 15(1), 22-35.

https://www.researchgate.net/publication/228983336.

Hastings, R. P., & Brown, T. (2002). Behaviour problems of children with autism, parental
self-efficacy, and mental health. American Journal on Mental Retardation, 107(3),

222. https://doi.org/10.1352/0895-8017(2002)107<0222:bpocwa>2.0.co;2

Heiman, T. (2002). Parents of children with Disabilities: Resilience, Coping, and Future
Expectations. Journal of Developmental and Physical Disabilities, 14 (2).

http://dx.doi.org/10.1023/A:1015219514621.

Herndndez-Torrano, D., Somerton, M., & Helmer, J. (2020). Mapping research on inclusive
education since Salamanca Statement: a bibliometric review of the literature over 25
years. International Journal of Inclusive Education, 1-20.

https://doi.org/10.1080/13603116.2020.1747555


https://www.researchgate.net/publication/228983336
https://doi.org/10.1352/0895-8017(2002)107%3c0222:bpocwa%3e2.0.co;2
https://doi.org/10.1352/0895-8017(2002)107%3c0222:bpocwa%3e2.0.co;2
https://doi.org/10.1080/13603116.2020.1747555
https://doi.org/10.1080/13603116.2020.1747555

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 81

Hewitt-Taylor, J. (2007). Providing support at home for families whose children have complex
needs. Journal of Children's and Young People's Nursing, 1(4), 195-200.

https://doi.org/10.12968/jcyn.2007.1.4.24399

Hoepfl, M.C. (1997). Choosing qualitative research: A Primer for Technology Education
Researchers. Journal of Technology Education, 9(1).

https://doi.org/10.21061/jte.v9il.a.4.

Home instruction. (2019, January 8). Des Moines Public Schools.

https://www.dmschools.org/academics/programs/home-instruction-2/

Huang, Y., Kellet, U.M., & St John, W. (2010). Cerebral palsy: Experiences of mother after
learning their child’s diagnosis. Journal of Advanced Nursing, 66(6), 1213-1221.

https://doi.org/10.1111/j.1365-2648.2010.05270.x

Human Right Watch. (2018). On the Margins: Education for Children with Disabilities in
Kazakhstan. https://www.hrw.org/report/2019/03/14/margins/education-children-
disabilities-
kazakhstan#:~:text=In%20December%202018%2C%?20the%20Almaty,six%20PMPK

%200ffices%20in%20Almaty.

Jovchelovitch, S. & Bauer, M. (2000). Narrative interviewing. In Bauer, M. & Gaskell, G.
(Eds). Qualitative researching with text, image and sound: a practical handbook.

SAGE. https://eprints.lse.ac.uk/2633/1/Narrativeinterviewing.pdf

Julka, A. (2015). Parents™ concerns on Home-Based Education: is it in the best interest of their

child? Journal of Indian Education, 41(1), 32-44.


https://doi.org/10.12968/jcyn.2007.1.4.24399
https://doi.org/10.21061/jte.v9i1.a.4
https://www.hrw.org/report/2019/03/14/margins/education-children-disabilities-kazakhstan#:~:text=In%20December%202018%2C%20the%20Almaty,six%20PMPK%20offices%20in%20Almaty.
https://www.hrw.org/report/2019/03/14/margins/education-children-disabilities-kazakhstan#:~:text=In%20December%202018%2C%20the%20Almaty,six%20PMPK%20offices%20in%20Almaty.
https://www.hrw.org/report/2019/03/14/margins/education-children-disabilities-kazakhstan#:~:text=In%20December%202018%2C%20the%20Almaty,six%20PMPK%20offices%20in%20Almaty.
https://www.hrw.org/report/2019/03/14/margins/education-children-disabilities-kazakhstan#:~:text=In%20December%202018%2C%20the%20Almaty,six%20PMPK%20offices%20in%20Almaty.

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 82

https://ncert.nic.in/pdf/publication/journalsandperiodicals/journalofindianeducation/jie

may2015.pdf#page=4

Kandel, 1., & Merrick, J. (2003). The birth of a child with a disability. The Scientific World

JOURNAL, 3, 741-750. https://doi.org/10.1100/tsw.2003.63

Kandel, I., & Merrick, J. (2007). The child with a disability: Parental acceptance, management
and coping. The Scientific World JOURNAL, 7, 1799-1809.

https://doi.org/10.1100/tsw.2007.265

Kersh, J., Hedvat, T., Hauser-Cram, P., & Warfield, M.E. (2006). The Contribution of marital
quality to the well-being of parents of children with developmental disabilities. Journal
of Intellectual Disability Research, 50(12), 883-893. https://doi.org/10.1111/j.1365-

2788.2006.00906.x

Khakim, Z. (2021). The Homeschooling Alternative. In Makoelle, T. M. & Somerton, M.
(Eds), Inclusive Education in Post-Soviet context (pp.101-137). Springer.
http://ezproxy.nu.edu.kz/login?url=https://search.ebscohost.com/login.aspx?direct=true

&db=nlebk&AN=2802342&site=eds-live

Kidd, T., & Kaczmarek, E. (2010). The experiences of mother home educating their children
with autism spectrum disorder. Issues in Educational Research, 20(3), 257-275,

http://wwwe.iier.org.au/iier20/kidd.html

Kunzman, R., & Gaither, M. (2020). Homeschooling: An Updated Comprehensive Survey of
the Research. The Journal of Educational Alternatives, 9(1), 253-336.

https://www.othereducation.org/index.php/OE/article/view/259


https://doi.org/10.1100/tsw.2003.63
https://doi.org/10.1111/j.1365-2788.2006.00906.x%0d
https://doi.org/10.1111/j.1365-2788.2006.00906.x%0d
https://doi.org/10.1111/j.1365-2788.2006.00906.x%0d
http://ezproxy.nu.edu.kz/login?url=https://search.ebscohost.com/login.aspx?direct=true&db=nlebk&AN=2802342&site=eds-live
http://ezproxy.nu.edu.kz/login?url=https://search.ebscohost.com/login.aspx?direct=true&db=nlebk&AN=2802342&site=eds-live
http://www.iier.org.au/iier20/kidd.html
http://www.iier.org.au/iier20/kidd.html
http://www.iier.org.au/iier20/kidd.html

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 83

Lines, P. M. (2000). When home schoolers go to school: A partnership between Families and
Schools. Peabody Journal of Education, 75(1), 159-186.

http://dx.doi.org/10.1207/S15327930PJE751&2_10

Lopez, V., & Whitehead, D. (2013). Sampling data and data collection in qualitative research.
In Schneider, Z. & Whitehead, D. (Eds), Nursing and Midwifery Research: Methods
and Critical Appraisal for Evidence-based Practice (pp. 124-140). Elsevier

https://www.researchgate.net/publication/255950308.

M. Fadare, M. C., B. Carrera, B., A. Fadare, S., & B. Paguia, D. (2021). Parents' challenges of
home-schooling children with autism spectrum disorder: A special journey.
International Journal of Science and Management Studies (IJSMS), 11-26.

https://doi.org/10.51386/25815946/ijsms-v4i4p102

Mailick Seltzer, M., Greenberg, J. S., Floyd, F. J., Pettee, Y., & Hong, J. (2001). Life course
impacts of parenting a child with a disability. American Journal on Mental
Retardation, 106(3), 265. https://doi.org/10.1352/0895-

8017(2001)106<0265:Iciopa>2.0.co;2

Markova, M. & Sultanaliyeva, D. (2013). Parent activism in Kazakhstan: The promotion of
the right to education of children with autism by the Ashyk Alem foundation. In M.
Rose & K. Lapham (Eds.), Learning to see invisible children: Inclusion of children

with disabilities in Central Asia (pp.52-82). Open Society Foundations.

Merriam, S.B. (2014). Qualitative research: A guide to design and implementation. Somerset:

Jossey-Bass. http://ebrary.com


https://www.researchgate.net/publication/255950308
http://ebrary.com/

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 84

MES (Ministry of Education and Science of the Republic of Kazakhstan). (2017).
Organizacyia obuchenyia detey na domu s osobymi obrazovatalnyimi potrebnostyami.
[The organization of education of children with special educational needs].
http://pt0022.kokshetau.agmoedu.kz/public/files/2020/3/11/110320_135433_detey-na-

domu.pdf

MES (Ministry of Education and Science of the Republic of Kazakhstan). (2007). Zakon
Respubliki Kazakhstan ob obrazovanii [The law on education in the Republic of

Kazakhstan]. https://online.zakon.kz/Document/?doc_id=30118747.

MES (Ministry of Education and Science of the Republic of Kazakhstan). (2010). State
program for education development 2011-2020.
https://planipolis.iiep.unesco.org/sites/default/files/ressources/kazakhstan_state progra

m-of-education-development-in-the-republic-of-kazakhstan_2011-2020.pdf

MES (Ministry of Education and Science of the Republic of Kazakhstan) (2020, December 2).
V Kazahstane prozhivayut 139887 chelovek s osobymi obrazovatelnymi
potrebnostyami [139887 people with special educational needs live in Kazakhstan].
https://primeminister.kz/ru/nemon-rk-v-kazahstane-prozhivayut-139887-chelovek-s-

osobymi-obrazovatelnymi-potrebnostyami-211499

Messiou, K. (2016). Research in the field of Inclusive Education: Time for a Rethink?,
International Journal of Inclusive Education. 21(2), 146-159. https://doi:

10.1080/13603116.2016.1223184


http://pt0022.kokshetau.aqmoedu.kz/public/files/2020/3/11/110320_135433_detey-na-domu.pdf
http://pt0022.kokshetau.aqmoedu.kz/public/files/2020/3/11/110320_135433_detey-na-domu.pdf
https://online.zakon.kz/Document/?doc_id=30118747
https://planipolis.iiep.unesco.org/sites/default/files/ressources/kazakhstan_state_program-of-education-development-in-the-republic-of-kazakhstan_2011-2020.pdf
https://planipolis.iiep.unesco.org/sites/default/files/ressources/kazakhstan_state_program-of-education-development-in-the-republic-of-kazakhstan_2011-2020.pdf
%20
%20
https://primeminister.kz/ru/nemon-rk-v-kazahstane-prozhivayut-139887-chelovek-s-osobymi-obrazovatelnymi-potrebnostyami-211499
https://primeminister.kz/ru/nemon-rk-v-kazahstane-prozhivayut-139887-chelovek-s-osobymi-obrazovatelnymi-potrebnostyami-211499
http://dx.doi.org/10.1080/13603116.2016.1223184
http://dx.doi.org/10.1080/13603116.2016.1223184
http://dx.doi.org/10.1080/13603116.2016.1223184

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 85

Mouzourou, C., Santos, R., & Gaffney, J. (2001). At home with disability: one family's three
generations narrate autism, International Journal of Qualitative Studies in Education,

24(6), 639-715, https://doi.org/10.1080/09518398.2010.529841

Neely-Barnes, S. & Dia, D. (2008). Families of children with disabilities: a review of the
literature and recommendations for interventions. Journal of Early and Intensive

Behavior Intervention. 5 (3), 93-107. https://doi: 10.1037/h0100425

OECD. (2009). Reviews of National Policies for Education: Kazakhstan, Kyrgyz Republic and
Tajikistan 2009 Students with Special Needs and those with Disabilities.

https://www.oecd.org/countries/tajikistan/43851447.pdf

OECD. (2018). Education Policy Outlook — Kazakhstan. Retrieved from
http://www.oecd.org/education/Education-Policy-Outlook-Country-Profile-

Kazakhstan-2018.pdf

OECD/The World Bank. (2015). OECD Reviews of school resources: Kazakhstan 2015. Paris:
OECD Publishing. https://www.oecd.org/education/school/KAZ-

OECD_Reviews_School_Resources.pdf

Ozsenol, F., Isikhan, V., Unay, B., Aydin, 1., Akin, R., & Gokcay, E. (2003). Evaluation of
family roles in families with a disabled child. Journal of Giilhane Medical, 45(2), 156—
164. https://www.semanticscholar.org/paper/The-Evaluation-of-Family-Functions-of-
Families-with-%C3%962%C5%9Fenol-

1%C5%9Fikhan/0f17765fbd8470c9d7077c009eefdal9ffdfa340


https://doi.org/10.1080/09518398.2010.529841
https://doi.org/10.1080/09518398.2010.529841
https://www.oecd.org/countries/tajikistan/43851447.pdf
https://www.oecd.org/countries/tajikistan/43851447.pdf
https://www.oecd.org/countries/tajikistan/43851447.pdf
http://www.oecd.org/education/Education-Policy-Outlook-Country-Profile-Kazakhstan-2018.pdf
http://www.oecd.org/education/Education-Policy-Outlook-Country-Profile-Kazakhstan-2018.pdf
http://www.oecd.org/education/Education-Policy-Outlook-Country-Profile-Kazakhstan-2018.pdf
http://www.oecd.org/education/Education-Policy-Outlook-Country-Profile-Kazakhstan-2018.pdf

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 86

PA Virtual Charter School. (n.d.). PA virtual charter school | Cyber school PA | K-12

curriculum. https://www.pavcsk12.org

Patrick-Ott, A., & Ladd, L. D. (2010). The blending of boss's concept of ambiguous loss and
Olshansky's concept of chronic sorrow: A case study of a family with a child who has
significant disabilities. Journal of Creativity in Mental Health, 5(1), 73-86. http://dx.

doi.org/10.1080/15401381003627327.

Reilly, L. (2004, November 28 - December 2). How Western Australian Parents Manage the
Home Schooling of their children with disabilities. AARE 2004: The University of
Western Australia, Melbourne, Australia.

https://www.aare.edu.au/data/publications/2004/rei04240.pdf

Riessman, C. (2008). Narrative Methods for the Human Sciences. SAGE.

Risdal, D, & Singer, G.H. (2004). Marital adjustment in parents of children with disabilities: A
historical review and meta-analysis. Research and Practice for Persons with Severe

Disabilities, 29(2), 95-103. https://doi.org/10.2511/rpsd.29.2.95

Rollan, K. (2018). Inclusive Education Reform in Kazakhstan: Civil Society Activism from the
Bottom-Up. (Unpublished Master’s thesis). Nazarbayev University.
https://nur.nu.edu.kz/bitstream/handle/123456789/3681/MSc_2018 Kamila_Rollan.pd

f?sequence=1&isAllowed=y

Rollan, K., & Somerton, M. (2019). Inclusive education reform in Kazakhstan: civil society
activism from the bottom-up. International Journal of Inclusive Education, 1-16.

https://doi.org/10.1080/13603116.2019.1599451


https://doi.org/10.1080/13603116.2019.1599451

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 87

Rouse, M., & Lapham, K. (2013). Long Road to Inclusion. Journal of Social Policy Studies,
11(4), 439-456.
https://search.ebscohost.com/login.aspx?direct=true&db=sih&AN=99842136 &site=ed

s-live

Sanders, J. L., & Morgan, S. B. (2007). Family stress and adjustment as perceived by parents
of children with autism or Down syndrome: Implications for intervention. Child &

Family Behavior Therapy, 19(4), 15-32. https://doi.org/10.1300/j019v19n04_02

Scorgie, K., & Sobsey, D. (2000). Transformational outcomes associated with parenting
children who have disabilities. Mental Retardation, 38(3), 195-206. https:

//doi.org/10.1352/0047-6765(2000)038<0195:toawpc>2.0.co;2

Sen, E., & Yurtsever, S. (2007). Difficulties experienced by Families with disabled children.
Journal for Specialists in Pediatric Nursing, 12(4), 237-252. https:

//doi.org/10.1111/j.1744-6155.2007.00119.x.

Sharma, P. (2015). Assessment of awareness levels of parents — A multivariate approach.

Sociology and Anthropology, 3(1), 58-72. https://doi.org/10.13189/sa.2015.030108

Sofia, C. (2010). Bringing lessons from Homeschool to the Writing Classroom. The English

Journal, 100(2), 98-104. http://dx.doi.org/10.2307/25790042

Somerton, M., Stolyarova, V., & Khanin, S. (2021). Autism and the Knowledge and Beliefs of
Specialists in Kazakhstan. Journal of Autism and Developmental Disorders, 52(3),

1156-1168. https://doi.org/10.1007/s10803-021-05021-9


https://search.ebscohost.com/login.aspx?direct=true&db=sih&AN=99842136&site=eds-live
https://search.ebscohost.com/login.aspx?direct=true&db=sih&AN=99842136&site=eds-live
https://doi.org/10.1300/j019v19n04_02
https://doi.org/10.1300/j019v19n04_02
https://doi.org/10.13189/sa.2015.030108
https://doi.org/10.13189/sa.2015.030108
http://dx.doi.org/10.2307/25790042

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 88

Sukys, S., Dumciene, A., and Lapeniene, D. (2015). Parental involvement in inclusive
education of children with special educational needs. Social behavior and

personality,43(2),327-338. https://dx.doi.org/10.2224/sbp.2015.43.2.327

Suleimenova, R. (2012). Metodologicheskiye podhody k razvitiyu inclusivhogo obrazovaniya
v Respublike Kazakhstan. [Methodological approaches to the development of inclusive

education in the Republic of Kazakhstan]. Otrkytaya Shkola [Open School], 7(118).

Thwala, S. K., Ntinda, K., & Hlanze, B. (2015). Lived experiences of parents of children with
disabilities in Swaziland. Journal of Education and Training Studies, 3(4).

https://doi.org/10.11114/jets.v3i4.902

UNESCO (1994). The Salamanca statement and framework for action on special needs
education. https://www.european-agency.org/sites/default/files/salamanca-statement-

and-framework.pdf

Van Kuren, L. (2000). Homeschooling: A viable alternative for students with special needs.

CEC Today, 7(1), 1-9. https://files.eric.ed.gov/fulltext/ED466084.pdf

Vitale, S. A., & Falco, C. (2014). Children born prematurely: Risk of parental chronic sorrow.
Journal of Pediatric Nursing, 29 (3), 248-251. http://dx.doi.org/10.1016/j.pedn.

2013.10.012.

Weidner, V., & Herrington C. (2006). Are parents informed consumers: Evidence from the
Florida McKay scholarship program. Peabody Journal of Education, 81(1), 27-56.

https:// 10.1207/S15327930pje8101_3


https://www.european-agency.org/sites/default/files/salamanca-statement-and-framework.pdf
https://www.european-agency.org/sites/default/files/salamanca-statement-and-framework.pdf
https://files.eric.ed.gov/fulltext/ED466084.pdf
https://files.eric.ed.gov/fulltext/ED466084.pdf
http://dx.doi.org/10.1016/j.pedn.%202013.10.012
http://dx.doi.org/10.1016/j.pedn.%202013.10.012
http://dx.doi.org/10.1016/j.pedn.%202013.10.012
https://10.0.4.87/j.1741-1130.2006.00089.x
https://10.0.4.87/j.1741-1130.2006.00089.x
https://10.0.4.87/j.1741-1130.2006.00089.x

HOMESCHOOLING OF CHILDREN WITH DISABILITIES 89
Whiting, M. (2012). Impact, meaning and need for help and support. Journal of Child Health
Care, 17(1), 92-108. https://doi.org/10.1177/1367493512447089

Yin, R. (2009). Case study research: Design and research. SAGE.

Ylven, R., Bjorck-Akesson, E., & Granlund, M. (2006). Literature review of positive
functioning in families with children with a disability. Journal of Policy and Practice

in Intellectual Disabilities, 3(4), 253-270. https://10.1111/j.1741-1130.2006.00089.x


https://doi.org/10.1177/1367493512447089
https://10.0.4.87/j.1741-1130.2006.00089.x
https://10.0.4.87/j.1741-1130.2006.00089.x

HOMESCHOOLING OF CHILDREN WITH DISABILITIES

90



HOMESCHOOLING OF CHILDREN WITH DISABILITIES 91

Appendix A:

Informed Consent Form (English version)
Parents’ experiences of educating their children with disabilities enrolled in
homeschooling in Kosshy.

DESCRIPTION: You are invited to participate in a research study on parents’ experiences of
educating their children with disabilities enrolled in homeschooling in Kosshy. The purpose of
this study is to gather information about the experiences of parents of children with disabilities
enrolled in homeschooling in Kosshy. Participation in this research is voluntary and the reason
you have been approached to participate is that you are the parent/guardian of a child with a
disability who is being homeschooled. The interview will be conducted in person and be
available in Kazakh and Russian languages. However, should the epidemiological situation
change in Kazakhstan, it can be arranged online. Participation in the research is voluntary and
the risks and benefits of participation are detailed below. Only the researcher and the research
supervisor will have access to the data. The results of the study will be used for scholarly
purposes only.

TIME INVOLVEMENT: The interview will last approximately 45 min. Your overall
participation will take no more than 60 minutes.

RISKS AND BENEFITS: Participation in the research is perceived to be as more than
minimal risk as it considers parents of children with SEN to be able to provide informed
consent. There is a risk that the participants may recount information of a personal nature that
involve negative experiences, however, the researcher has made every effort to ensure that if
at any time the participant appears to become distressed, they will halt the interview process
and ask the participant if they wish to proceed. There is a minimal risk of a breach in
confidentiality should your data become lost or devices on which your data is stored are
stolen. However, in order to minimize the possibility of breaching confidentiality, the
researcher will store the electronic version of the data transcript in an encrypted folder in the
researcher’s password-protected personal computer. Also, instead of the name of participants
interview transcripts will be assigned pseudonyms P1-P3 to protect anonymity. The identity of
participants and their assigned numbers will be stored separately in a password-protected file
on the researcher’s laptop. This will minimize the risk of identification of the participants in
case of theft or loss of the device.

The benefits which may reasonably be expected to result from this study are that as a
participant you will have an opportunity to make an impact on the policy-making process. The
findings of this study that will be shared with participants will provide them with an
opportunity to know more about the experiences of other parents and how they cope with
challenges and use opportunities. The research will contribute to the existing knowledge and
literature on homeschooling in Kazakhstan. Moreover, these findings could be beneficial for
the Ministry of Education and Science to inform potential changes to the homeschooling
system. Furthermore, this study will give information to educational organizations on how
effectively to form cooperation between teachers and parents in homeschooling.
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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.

CONTACT INFORMATION:

Questions: If you have any questions, concerns, or complaints about this research, its
procedures, risks, and benefits, contact the researcher or thesis supervisor:

Researcher

Kairat Mukashev

kairat.mukashev@nu.edu.kz

+77757000987

Supervisor
Dr. Michelle Somerton
Michelle.Somerton@nu.edu.kz

+7 708 8010601

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 at +7 7172 709359. You can also write an email to the NUGSE Research
Committee at gse_researchcommittee@nu.edu.kz

Please sign this consent form if you agree to participate in this study.

| have carefully read the information provided;

I have been given full information regarding the purpose and procedures of the study;

I 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 | am free to withdraw from the study at any time without giving a
reason;

| understand that | do not have to answer any question that makes me uncomfortable
With full knowledge of all foregoing, | agree, of my own free will, to participate in this
study.

Signature: Date:

| agree for the researcher to audio record the interview

Signature: Date:

Researcher:


mailto:kairat.mukashev@nu.edu.kz
mailto:Michelle.Somerton@nu.edu.kz
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Appendix B:

Interview questions (English version)

Date/time Participant # Location

Hello! My name is Kairat and | want to take an interview for my research study. The goal of my
research is to learn parents™ experiences in educating their children with disabilities enrolled in
homeschooling in Kosshy. This study will contribute to the existing knowledge and body of
literature regarding homeschooling children with disabilities in Kazakhstan. The information

will be used in the thesis dissertation, presentations, and conferences.

You are selected to become one of three study participants who have a child with a disability
enrolled in homeschooling in Kosshy. Participation is voluntary, and you can withdraw from
the interview at any time. Moreover, you may skip questions that make you feel uncomfortable
or are sensitive to you. Please be aware that no names will be recorded and revealed. The

interview will take approximately 40-45 minutes.

Prior to the interview, an introductory letter and consent form will be sent to you. There are two
hard copies for you, which you should read and sign if you agree to participate. You can keep

one form. Do you have any questions? If not, let me start.

1) To get started, could you please tell me a little bit about yourself?
2) Tell me please about your child? How old is your child? What is the diagnosis of your
child?

3) Could you tell me when or he/she was diagnosed?
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4)

5)

6)

7)

8)

9)

How is your life changed after the diagnosis of your child’s disability? [It answers the
Research Question: [In general, how does having a child with SEN who is homeschooled
impact parents” lives? ]

What age was your child when he/she enrolled in homeschooling? Has your child ever
attended mainstream school?

What steps have you taken to support the education of your child at home? [ It answers
to the RQ: How are parents in Kosshy involved in the homeschooling of their child with
a disability?]

What challenges do you face with homeschooling a child with SEN?

What resources or supports are provided by the school or teachers to facilitate their
engagement?

Does your child have an opportunity to participate in non-academic events at school?

10) What kind of educational support have you received from other entities or community

members? (this question refers to Epstein’s theoretical framework about the partnership

with community members)

Thank you very much for taking the time to participate in this research. Is there anything

else you would like to tell me that you feel is relevant to the purpose of the study?
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