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Abstract

This thesis explored the educational conditions for children with disabilities in
Uzbekistan and the current development stage of inclusive education there. Of particular
interest was how various groups perceived and understood the concept of inclusive
education, what they saw as the critical issues in introducing inclusive practices, and how
their experiences informed its better provision. These groups included parents of children
with disabilities, teachers in general and specialised schools, non-governmental disability
organisations (NGOs), and the government. The research is of importance as little has
been written about inclusive education in Uzbekistan. It offers a platform for academics,
policy-makers, and practitioners to further the agenda of equity in education in and
beyond this setting through research, policy, and practice.

The research used phenomenology as a research methodology to explore the experiences
and perspectives of the participants. Within this study, the social model of disability and
the human rights treaties were utilised as a theoretical framework. A mixed-methods
approach was applied to collect data. Semi-structured interviews were employed for
parents, teachers, and government officials and an on-line questionnaire was completed
by representatives of non-governmental bodies. In total, 23 interviews were conducted

and six questionnaire responses were received.

The findings from the study suggest that inclusive education was mainly perceived as
providing equal opportunity for children with disabilities to study in neighbourhood
general schools, in age-appropriate classes, and with the necessary support to develop
their skills and realise their potential. Children’s social development was considered by
many participants to be the most important aspect of inclusion. Yet, children with
intellectual disabilities were considered as unsuitable to attend general schools.

Multiple challenges in the enactment of inclusive education were identified, such as the
absence of individualised support in inclusive classrooms that made parents function as
teacher aides, a lack of qualified teachers and their poor working conditions, inadequate
provision of infrastructure, the absence of enabling legislation on inclusive education, and
strong attitudinal barriers. Parental involvement was considered to be one of the most

important prerequisites for successful inclusion. Nevertheless, teachers claimed that there



was little effective collaboration between schools and parents due to a lack of parental
responsibility for the lives and education of their children. The social partnership in
disability-inclusive development between the government and NGOs appeared not to
have been established yet, although NGOs have enough expertise and willingness to

contribute to inclusion.

Four major implications emerged from the findings of the study. First, they suggest that
inclusive education addresses the diverse needs of all students, not only those who have
disabilities. Within a disability context, as stated by the human rights instruments,
inclusive schools should accommodate students regardless of their conditions. They do
not exclude students with intellectual disabilities. Second, the study indicates that
teachers of mainstream schools, who participated in the study, feel more professionally
prepared to practice inclusion when provided with in-service training and adequate
working conditions, such as small size classes and a higher salary. Third, the study
suggests that the capacity of parents of children with disabilities to cope with disability-
related issues can be increased if they are provided with support services and a better
financial provision to cover a disability cost. Finally, NGOs support children with
disabilities and their families and promote inclusion more effectively when involved in
decision-making processes and given more trust and freedom with organising and

conducting their activities.

On this basis, recommendations for academics, researchers, and policy-makers were
developed. Recommendations for academics and researchers primarily include
supporting disability research and communicating research findings with policy-makers.
Recommendations for policy-makers, in turn, outline the ways of how they could support
children with disabilities, their parents, teachers, and non-governmental agencies.
Furthermore, the study provides recommendations for further research. It would be useful
to explore the inclusion of children with intellectual disabilities in a general school system
in Uzbekistan, the transition of students with disabilities from high school or college to
the workforce, and the impact of cultural beliefs about disability on social and educational

inclusion.
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Dedication

In the hope that this thesis may in some way contribute to the educational inclusion and
equity of children and young people with disabilities in Uzbekistan, it is dedicated to them

and their parents.
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CHAPTER ONE
INTRODUCTION

When the subject of inclusive education is introduced one cannot help
thinking of its demands and all it calls for, it seems like raising an umbrella
against a storm... Developing countries cannot afford an overnight
change of attitude or position on inclusive education. Policy endeavours
must evolve grassroots participation so that all stakeholders are well
informed and in order for the process to enjoy the support of the majority
of teachers, parents, children, the community and those who are generally

involved in education.
(Charema, 2010, p. 1).
1.1 The Challenge of Inclusive Education in Uzbekistan

In 1994, the Salamanca World Conference on Special Needs Education endorsed the idea
of inclusion suggesting that inclusive schools should “provide an effective education for
the majority of children and improve the efficiency and ultimately the cost-effectiveness
of the entire education system” (UNESCO & Ministry of Education and Science of Spain,
1994, p. ix). Since then, inclusive education has been a major goal as well as the biggest
challenge for educational systems of both developed and developing countries. In
Uzbekistan, the concept of inclusive education was first introduced in 1996 within the
framework of a project jointly enacted by the Republican Centre of Education and
UNESCO (Akhunova, 2007). To support the rights of people with disabilities, including
their rights to education, Uzbekistan has signed and ratified several international human
rights treaties. Further, the Uzbek government has attempted to revise legislation from
the perspective of inclusion and undertaken pilot inclusive education projects with the

support of international aid organisations.

Despite these efforts, education for children with disabilities continues to have a strong
focus on institutionalisation as it was during the Soviet period (UNICEF, 2012). Phillips
(2009) notes that many post-Soviet countries still have “important legacies of the socialist
era that have shaped current disability policy” (para 5). The majority of children with

disabilities in Uzbekistan are either enrolled in home-based schooling or attend



specialised institutions (Uzbek Society of Disabled People, 2014). The special education
system in Uzbekistan is represented by the following institutions: special kindergartens
and schools; special boarding schools; and Mercy houses for children with disabilities
without parental care. Children who are placed in any of these institutions are often not
provided with essential services and resources to receive appropriate education (UNICEF,
2013). Their situation is often worsened by other problems: “children with disabilities
confront additional challenges as a result of their impairments and the many barriers that
society throws in their way” (UNICEF, 2013, p. 1). These include poverty, inadequate

living conditions, and societal discrimination.

According to UNICEF (2011), the Uzbek government often cannot support inclusive
education initiatives even though it was committed to it. Uzbekistan was not the only
country that made a start towards inclusive education but did not remain committed to its
agenda. Inclusive education remains a confusing field for the majority of economically
poorer countries and, therefore, difficult to enact. Mitchell (2005) states, “While many
countries seem committed to inclusive education in their rhetoric, and even in their
legislation and policies, practices often fall short” (p. 11). They struggle with financial
constraints, a shortage of qualified human resources, large classes, cultural prejudices,
unclarity of legislation, the lack of awareness of what inclusion is, and more (Charema,
2010). The aim of this research is to contribute to a better understanding of these

challenges in the context of Uzbekistan.
1.2 The Place of the Researcher

Personal and professional biography usually influence any topic selected by researchers
(Berger, 2015). Bogdan and Biklen (2003) state, “no matter how much you try, you
cannot divorce your research and writing from your past experience, who you are, what
you believe, and what you value. Being a clean slate is neither possible nor desirable” (p.
38). Similarly, Kacen and Chaitin (2006) note that a researcher’s background and
worldview affects how he/she uses the language, raises questions, filters the collected

information, and consequently shapes and presents findings.



Itis, therefore, important to declare aspects of my background experience relevant to this

study.

At the beginning of my teaching career, I did not think about working with children with
disabilities. However, when | took up a position in a school as a Teacher of English at the
beginning of the 2000s, | was assigned to teach such children, although I was not trained
as a special education professional. These students were primarily receiving home-based
education and school teachers had to work with them after regular working hours.
Additional support services had to be provided to students studying at home. In practice,
they did not receive any support from the school in the form of a logopedist [speech

therapist], psychologist, or a tutor.

Many of the children | worked with were born with disabilities and some were victims of
the Chernobyl disaster and were severely struggling with the consequences of radiation.
By that time, there was a threefold rise in congenital anomaly prevalence as a result of
the Chernobyl nuclear accident (World Health Organization, n.d.). Over the time | worked
with these children | observed that regardless of the causes of disabilities, the children
were experiencing the devastating effects of isolation, such as demotivation to study, low
self-esteem, and personal insecurity. The financial issues, families faced, and the
tremendous emotional distress of nearly all parents worsened their situations. It was the

first time | started thinking about the importance of inclusive education.

Later |1 worked as a volunteer in the disability sector and participated in national and
international projects aimed at integrating children with disabilities into regular schools.
I was also involved in establishing an occupational training centre for young people with
disabilities from rural areas. Whilst working on social inclusion through education and
employment, | realised the importance of inclusion of people with disabilities in

Uzbekistan’s national policy.
1.3 Research Aims

The study aims to identify how the concept of inclusive education is perceived and
understood by parents of children and young people with disabilities, teachers of general
and specialised schools, non-governmental disability-related organisations, and

government officials. The study aims to explore what they see as the critical issues in



introducing inclusive education practices, and how their experiences could potentially
inform its better provision. If there are disparities in their understanding and perceptions,
then the study will investigate how an effective collaborative approach might be
developed in the future. In the absence of any substantive research on inclusion in
Uzbekistan, the study also aims to inform policy development and provision needed to
build the environment for inclusive education. A further aim of this research is to explore
the educational conditions for children with disabilities and the current development stage

of inclusive education in Uzbekistan.
1.4 Research Questions

The overarching question for this study is:

How do participants understand the notion of inclusive education and how might
this understanding either promote or hinder the development of the full inclusion
of students with disabilities in regular classroom settings in Uzbekistan?

The following supplementary research questions are also investigated:

1. What have been the experiences of parents of children with disabilities, teachers,

and non-governmental bodies in supporting inclusive education initiatives?

2. How do their experiences inform the better provision of inclusive education

policy and practices in Uzbekistan?
3. What is the role of the government in the enactment of inclusive education?

4. How can the key players contribute to the development of a partnership

amongst themselves to create an inclusive education environment?

5. How does international research and practice inform the development of

inclusive practices in Uzbekistan?
1.5 Rationale for the Study

It is anticipated that the findings from this study will contribute to a developing body of

knowledge that has the potential to lead to improvements for children with disabilities in



Uzbekistan. It will offer those with an interest and or involvement in the education of
these children and young people, insights into the experiences of key players and how
different groups conceptualise inclusive education and how each views its enactment in
Uzbekistan. The study will also contribute to the existing literature on inclusive education
in Uzbekistan and elsewhere. Although there is a growing body of literature on inclusion
in other countries, little has been written regarding the development of inclusive education
in Uzbekistan. In the opinion of Walker (2010), the lack of research on problems related
to enabling inclusion faced by developing countries, as well as possible ways to solve

those problems, seriously impedes that process.

Further, the research can potentially promote producing reliable data. It could be useful
for relevant data collection agencies willing to build new knowledge for the development
and enactment of inclusive education across the country. According to Article 31 of the
Convention on the Rights of Persons with Disabilities (2006), all states have to collect
appropriate statistical data to initiate policies supporting people with disabilities. Yet, in
Uzbekistan, there are still no reliable statistics on adults or children with disabilities.
Different agencies often provide different information. For instance, the Human
Dynamics (2015) that enacted the Inclusive Education Project in Uzbekistan reported
150,000 children with disabilities. The World Bank (2018) notes that in 2016, there were
110,000 legally recognised children with disabilities. According to United Nations
(2019a), the current number of children with disabilities is 100,827 that comprises 15
percent of the disability population in Uzbekistan. 1 will address the issues relating to
disability statistics in Uzbekistan in subsequent chapters. Gevorgianiene and Sumskiene
(2017) state that in many former Soviet Union countries, information on the number of
people with disabilities and the quality of services they receive either does not exist or is
not trustworthy.

1.6 Context of the Study

1.6.1 Country overview

Not many people outside of Uzbekistan (officially the Republic of Uzbekistan) know
much about it, or about the life of people with disabilities living there. Before discussing

inclusive education and disability issues in Uzbekistan, | will provide a brief country



overview, including key facts about the country’s location, ethnic groups, economy, and

education.

Uzbekistan is a landlocked country located in Central Asia with an area of 447,400 km?.
It is a secular, unitary, constitutional republic that consists of 12 regions and
Karakalpakstan Autonomous Republic. The population of Uzbekistan is more than 30
million people (United Nations Statistics Division, 2016). The population is represented
by more than 125 different ethnicities. The ethnic groups include Uzbeks (80 percent),
Russians (5.5 percent), Tajiks (5 percent), Kazakhs (3 percent), Karakalpaks (2.5 percent),
Tatars (1.5 percent), Ukrainians, Jews and others (UNESCO, 2012).

Until 1991, Uzbekistan was one of the Soviet Socialist Republics. After the disintegration
of the Union of Soviet Socialist Republics (USSR), the country became independent. The
path of transition for Uzbekistan was economically troublesome. Uzbekistan was able to
maintain economic stability thanks to the policies based on import substitution (Bendini,
2013). The country also increased exports of gas, copper, uranium, and gold that helped
to generate revenue and to finance large investments (World Bank, 2015). Agricultural
production has always been significant for the Uzbekistan’s economy. Annually the
country produces millions of tons of grains, fodder crops, fruits, and vegetables. Yet,
cotton (often called “white gold”) remains the main agricultural product. Nowadays,
Uzbekistan is the fifth-largest producer of cotton in the world (World Fact Book of the
United States Central Intelligence Agency, 2016). Despite this, Uzbekistan is classified
as a low-income country due to the inefficiency of economic management, low labour

productivity, and the lack of food processing (World Bank, 2015).

Under the presidency of Shavkat Mirziyoyev, Uzbekistan has started new
transformational economic reforms. Currently, Uzbekistan is enacting the reforms in
economic development and liberalisation, with a focus on the modernisation of
agriculture and industry. The reforms are also oriented towards making Uzbek products
and services more competitive in the world market. New economic reforms have been
assessed positively by reputable international institutions, such as the International
Monetary Fund (IMF) (Tsereteli, 2018). It would seem that the beginning of these
reforms was encouraging but it is too early to talk about their effectiveness at the initial
stage of their enactment.



1.6.2 General education

Since independence, the Uzbekistan education system has undergone significant
transformation due to changes of ideology, language, and orientation. Many positive
changes have been made in its structure and content. Nevertheless, there are still serious
problems in the present educational system. The most widespread problems in primary
and secondary schools are overcrowded classes, a lack of material resources, and a
shortage of qualified teachers. Teachers lacking the relevant skills and experience appears
more prevalent in schools in rural areas (Education encyclopedia, n.d.). Due to teacher
shortages, employing unqualified teachers is a common practice. In rural schools, the rate
of teachers with relevant education is only 65 percent, while at schools in the cities it is
almost 96 percent (UNESCO, 2012).

The main issue for secondary professional and higher education is a lack of practical
education. Programmes at colleges and universities tend to focus on theory rather than
practice. Thus, after graduation, young professionals do not have the essential practical
skills and are less competitive in the labour market (Kasimova, 2011; World Bank, 2017).
In addition, limited access to higher educational institutions makes enrolment extremely
competitive. According to the World Bank (2014), the total tertiary enrolment rate in
Uzbekistan is around nine percent, which is the lowest in the world. The growing humber
of international universities in the country is likely to change this situation. However,
only one percent of entrants attend local branches of foreign universities in Uzbekistan
(World Bank, 2014).

1.6.3 Special education

As mentioned previously, in Uzbekistan, education for children with disabilities is
predominantly segregated. The majority attend specialised institutions and are treated
according to the science defectology. Defectology is a branch of science that studies the
principles and characteristics of the development of children with disabilities, problems
related to their upbringing, and methods to teach them (The Great Soviet Encyclopedia,
1970-1979). Defectology is based on the assumption that children with disabilities cannot
improve; they need special conditions and a special curricular. Its purpose, therefore, is
not to help children develop their skills and knowledge but to correct their defects.
According to UNICEF (2011), this is especially the case for Central Eastern



Europe/Commonwealth of Independent States (CEE/CIS) because there is a long-
established tradition based on the philosophy of defectology that leads to placing children
with disabilities in residential institutions, where they remain isolated from the rest of

society.

The medical model of disability is pervasive in Uzbekistan. The model views disability
as a limitation or a health condition and, therefore, focuses on finding a cure to make
disabled people “normal” (Katsui, 2005). This approach is often ineffective because
‘correcting’ a disability is not possible. Many people with disabilities are affected by those
models. When not cured, they are labeled “abnormal” which automatically excludes them
from participation in social life. Rialland (2006) states that such a paternalistic approach
“concentrates on "care" and ultimately provides justification for institutionalization and
segregation” (para 10). A charity-based legacy exists in many countries and determines
the attitude to people with disabilities (UNICEF, 2007b). Shakespeare (2017) notes that
to solve the challenges of people living with disabilities, they have to be given rights and
opportunities but not care and pity. Exclusion from social life also leads to many other

problems, for instance, unemployment (Gallagher, Connor, & Ferri, 2014).

The social model of disability, in contrast, promotes more equity and critiques barriers
developed by society for people with disabilities. According to Hughes and Paterson
(1997), the model is based on the assumption that disability is an outcome of social
organisation, not of physical pathology. Under the social model, disability is viewed as
“a culturally and historically specific phenomenon, not a universal and unchanging
essence” (Shakespeare, 2017, p. 197). Therefore, the application of the social model of
disability is very critical to creating an inclusive education environment for children with
disabilities. When children’s special needs are identified, the model considers their social
and emotional needs in contrast to the medical model. Such an approach also helps
professionals working with children with disabilities gain a better understanding of them

as individuals (Department for Education and Skills, 2001).
1.6.4 International human rights treaties and inclusion

Inclusive education is based on human rights, which provide the inspiration as well as the
foundation to create an inclusive society for all children, regardless of their gender, age,

ethnicity, social status, or impairments (UNICEF, 2007b). Inclusive education works



largely to ensure that people with disabilities have access to quality education. The widely
accepted human rights treaties - the UN Convention of the Rights of the Child (CRC) and
the UN Convention on the Rights of Persons with Disabilities (CRPD) - will be briefly

discussed from the perspective of inclusive education.

The CRC has encouraged countries to protect the rights of children and provide all
possible opportunities for their development. The Convention contains 54 articles, which
describe civil, political, and social rights related to children. According to some
researchers, the focus of the CRC is more on social rights (Coady, 2008; Quennerstedt,
2010). However, Article 28 declares the right to education and Article 29 outlines the
fundamental values on which education has to be based (Harcourt & Hégglund, 2013).
Article 23 precisely addresses the right of disabled children to education that promotes
their full social inclusion. It also obliges governments to enable children with disabilities
to access education.

Within the CRPD, people with disabilities are also viewed as active members of society
who have rights and are capable to claim these rights; they are not objects of charity and
mercy any longer. In its preamble, the CRPD emphasises the importance of equality, non-
discrimination, and human dignity in relation to people with disabilities in all socio-
economic spheres. The Convention recognises inclusive education as a fundamental
human right (Ngwena, 2013). According to Article 24 of the Convention on the Rights of
Persons with Disabilities (2006), all children with disabilities have a right to free quality
inclusive education on an equal basis with students without disabilities. The Article states
that students with disabilities have to be provided with individualised support to succeed
within general education. The Article also emphasises the importance of professional
preparation of teachers working with students with disabilities and requires governments

to take responsibility for that.
1.7 Disability Categories

In this research, the following general disability categories are included under the term
‘disability’: physical disability, mental disability, cognitive and learning disability,
sensory disability, chronic illness, and psychological disorder. These categories (with
sub-categories) were created and proposed by the International Classification of



Functioning, Disability and Health (ICF), which provides a framework for the description
of health conditions (World Health Organization, 2001).

1.8 Note on Terminology

1.8.1 Person first language

The language we use reflects our attitude towards the people around us. Therefore, using
a respectful language while working with the disability community is very important. For
some people, it is more appropriate to use the term ‘disabled people’ rather than ‘people
with disabilities’. For instance, Cameron (2014), when describing the social model of
disability, which the Disability Rights Movement is based on, states that the word
‘disability’ strongly emphasises not the impairments disabled people have but the barriers
they encounter living in the society. According to Cameron (2014), disability is not what
people have (they are not people with disabilities) but how society responds (or does not
respond) to people who have certain conditions.

The social model of disability is used as a framework for my research. However, when it
comes to the terminology, | believe that when we speak about a person with a disability,
we should refer to a person first. Such a reference places the importance on a person rather
than on his/her disabilities. It distinguishes the person from the disability and makes the
person’s abilities central (National Center on Disability and Journalism, 2017). Therefore,
throughout the thesis, I used the term ‘children with disabilities’ instead of ‘disabled
children’ (the only exceptions are cited articles and legal documents where writers

themselves use the term ‘disabled people/children’).

The philosophy of ‘person-first’ language was adopted first by the Association for
Persons with Severe Handicaps and then subsequently used by many international human
rights and disability-related organisations. Moreover, there are organisations that not only
use the ‘person-first’ language but also encourage others to do that. Some American
advocacy coalitions, for instance, the United Cerebral Palsy Association, educate families,
who have relatives with disabilities about the philosophy and encourage them to use it
(Blaska, 2003).

Tobin (2011) emphasises our responsibility, as professionals working with children with

and without disabilities, to use person-first language. He believes that by setting a good
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example for typically developing children we can influence their knowledge and reshape
attitudes towards people with disabilities. Children who have disabilities in their turn also
need to hear that they are referred in a positive way (Blaska, 2003). Tobin (2011)

continues:

Attitudes of school staff towards persons with disabilities are translated
primarily through the language used. Also, the degree to which children can
perceive themselves as competent and worthy, or the opposite, is heavily
influenced by the verbalizations used by their teachers. (p. 26)

Thus, people working with children should be aware of disability bias in language.
1.8.2 Other inclusive education and disability-related terms

In this study, the terms ‘general’ and ‘mainstream’ education are used interchangeably to
refer to regular schools attended by most children. Within the context of inclusive
education, these schools should become inclusive settings for children with disabilities.
The terms ‘students/children with disabilities’ and ‘students/children with special
educational needs’ are used in this research. The Salamanca Statement and Framework
for Action on Special Needs Education notes that special educational needs may be
acquired by “disabled and gifted children, street and working children, children from
remote or nomadic populations, children from linguistic, ethnic or cultural minorities and
children from disadvantaged or marginalised areas or groups” (UNESCO & Ministry of
Education and Science of Spain, 1994). Therefore, in many cases, the term ‘special needs’
refers to “children who are “different” due to their disability, their behaviour, or their
social vulnerability (e.g. being unprotected and weak within the society)” (Save the
Children, 2012, p. 22). However, since the focus of this study is on education for children
with disabilities, the term ‘students/children with special needs’ primarily refers to those
who have learning disabilities, physical disabilities, intellectual disabilities, and other

disabling conditions.

The term ‘intellectual disability’ is widely used in this research. According to the
American Association on Intellectual and Developmental Disabilities (American
Association of Intellectual and Developmental Disabilities (AAIDD), n.d.), ‘intellectual
disability’ is an umbrella term for disabilities characterised by limitations in intellectual
functioning and adaptive behaviour. It could be argued that this is a narrow biomedical
understanding of intellectual disability, which is not compliant with human rights. Yet,
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due to the difficulty in finding a more comprehensive and rights-based definition, it was
decided to refer to the definition approved by the AAIDD. In the context of the present
study, this term also encompasses children in segregated institutions who acquired
developmental delays and psychological problems due to a lack of a nurturing

environment needed for their healthy growth and development.
1.9 Organisation of the Thesis

The thesis consists of five chapters. Chapter One outlines the development of inclusive
education in Uzbekistan and provides the aims and purposes of the study, its rationale,
country information, my previous background, concepts that form the foundation for
inclusive education, and explanation of the terminology used throughout this research.
Chapter Two reviews literature primarily related to the problems in the enactment of
inclusive education in developing countries. Chapter Three explores the methodological
approach to this study, the data collection instruments, the data analysis process, some
information about the participating groups, and ethical considerations. Chapters Four-Six
present the findings and discussion of these findings. Chapter Four reports on participants’
perceptions of inclusive education and the way they see the enactment of inclusive
education in Uzbekistan that are followed by discussion. Chapter Five presents and
discusses the major challenges of realising inclusive education, including the absence of
individualised support for students with disabilities, resulted in their parents being teacher
aides; a lack of school and city infrastructures; a shortage of qualified teachers and their
poor working conditions; the absence of inclusive education legislation; and disability
stigma and discrimination. Chapter Six provides a comprehensive overview and a
discussion of the importance of parental involvement; support from the Uzbek
government; and the medicalisation of disability prevalent in Uzbekistan. Chapter Seven
draws conclusions and implications of the findings, generates recommendations for
academics, researchers, and policy-makers, presents research limitations, and gives

recommendations for further research.
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CHAPTER TWO
LITERATURE REVIEW

2.1 Overview

As stated in Chapter One, the main focus of this study is to identify how the concept of
inclusive education is perceived by key players in Uzbekistan, whether there is a common
view and understanding among them, and the implications of adopting an inclusive policy
and practices in Uzbekistan. There are many reports on educational provision for
vulnerable groups of children in the region published by UNICEF, the World Bank, and
other international organisations. To date, there is little research literature available on
disability issues and national inclusive education initiatives in Uzbekistan. The Japan
International Cooperation Agency (JICA) (2002, p. 6) reports, “It is difficult to
understand the situation of persons with disabilities in Uzbekistan, as there are almost no
available statistics and research”. It is important to note that recently the Uzbek
government has begun to take steps to include people with disabilities in the national
policy, but issues related to disability and inclusion remain underresearched. In this
context it is hoped that my study will help to fill a gap in the literature about inclusive
policy and practice in Uzbekistan.

Given the current lack of literature about inclusive practices in Uzbekistan, | needed to
draw upon international literature that offers insights into the challenges faced by other
developing countries trying to progress inclusive education. I have also included research
on disability issues and inclusion undertaken in the developed countries, at the time these
countries were at the beginning of their journey towards inclusion. Literature on the
development of inclusive education in former Soviet Union countries, including Soviet
Central Asia has been reviewed as well. Even though all former Soviet republics have
been independent for almost three decades, their sociopolitical situations and approach to
education for children with disabilities inherited from the Soviet Union are very similar

and continue to be influential.

This chapter consists of nine sections. The first section provides an overview of prevailing
discourses around inclusive education. The second section describes the education for
children with disabilities in Uzbekistan in the context of the Soviet legacy. Most of the

remaining sections discuss challenges in the process of achieving inclusive education.
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These include teachers lacking the relevant skills and professional training, barriers to
parental involvement, the role of disability-related agencies and the difficulties they face,
the effect of stigma on the attainment of inclusive education, a lack of reliable disability
data, and the relationships between disability and poverty. The final section summarises

the literature and outlines the relevance of the research.
2.2 Understanding of Inclusive Education

This section presents definitions of inclusive education from different perspectives,
including interpretations of policy-makers and practitioners, and the major discourses of
inclusion in education. The discourses include the human rights approach to education,
rooted in international treaties, and inclusive education as a global agenda or as a
continuum of special education. | also examine basic assumptions about special education

and what the advocates of inclusive education think about these assumptions.

Even though inclusive education has become a more accepted notion in both developed
and developing countries in recent years, it is still a complex and controversial topic
(Hegarty, 2001). It is difficult to define the term ‘inclusive education’ because it has many
different cultural and social meanings. Miles (2000) recommends using the definition of
inclusive education proposed by the Salamanca Statement as a reference point. This
scholar contends that the main inclusive education document reasserts the right of every
child to receive quality education regardless of his/her differences, as stated by the
Universal Declaration of Human Rights in 1948. According to the Salamanca Statement,

inclusive education means:

Schools should accommodate all children regardless of their physical,
intellectual, social, emotional, linguistic or other conditions. This should include
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 marginalised areas of groups. (p. 6)

Meijer and Watkins (2016) also note the difficulty of finding a common definition of the
term ‘Inclusion’ and the related terminology. They suggest four key aspects to defining
‘Inclusion’: language, legislation, conceptions of policy-makers, and conceptions of
practitioners. The language used in a country that attempts to enact inclusive education is
very critical. In cases, where terminology related to inclusive education has no direct

translation into English, international professionals may refer to the same concept but
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have different understandings of it. Moreover, according to Peters (2007), policy theorists
may deconstruct the language when they interpret and explain something in the policy
document. The legislation is also crucial because inclusive education is led by general
and special education systems, which is a case for many countries. Both systems need to
be examined to understand inclusion and obstacles that could potentially prevent from its
successful enactment. Hence, an inclusive education policy must be considered within
the wider legislation reforms in any country. Conceptions of policymakers are important
because they may vary from country to country significantly. Policymakers’
interpretations of inclusion and other related concepts depend on their understanding of
special education needs and disability itself. For example, translation and interpretation
of the term ‘disability’ depend on what model of disability is prevailing in a particular
country — medical or social. For Meijer and Watkins (2016) conceptions of practitioners
are of no less importance. The concept of inclusion has been constantly developing. To
understand it, practitioners should be familiar with the ideology associated with the
concept of inclusive education and discuss it with other stakeholders. Otherwise, there
might be too many terms used with no little overall impact on policy and practice. Meijer
and Watkins (2016) argue that several factors should be taken into consideration while
defining inclusion and that they all could be grouped around those four concerns; it would

help avoid difficulties with the definition.

Due to the prevalence of the medical model in Eastern European countries and former
Soviet states, many practitioners who work with children with disabilities in those
countries use the terminology that is not consistent with the philosophy of inclusion
(Stepaniuk, 2019). Makoelle (2020) analysed the terminology used in Kazakhstan by
educators and medical professionals and found that they still used the language
perpetuating stereotypes about people with disabilities. They extensively use words, such
as ‘invalid’, ‘defective’, ‘deficit’, and ‘correction’. Mittler (2000) believes that such a
language 1s “offensive inappropriate” and “can be considered to be as unacceptable as
sexist or racist language, which creates stereotypes based on the assumption of common
characteristics attached to a label” (p. 8). In Uzbekistan, professionals often use the same
disability language reflected in legislation. As noted by United Nations (2019a), the
exclusive terminology is commonly used in Uzbek disability-related legislation. At the

same time, some of the fundamental concepts utilised in the CRPD, for instance,
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‘independent living’ and ‘inclusion and involvement’ are not mentioned in national

legislation.

Ainscow et al. (2006) suggest that the concept of inclusion has both a broad definition
and a narrow one. A broad definition is more about diversity as such, while a narrow
definition refers to educating a specific group of students. The term ‘inclusion’ was
introduced first to describe the quality of education for students with special needs. Later,
inclusion was defined as an educational system for all students regardless of their gender,
race, ethnicity, social status, religion and abilities. Based on that definition, students with
disabilities fall under the UNESCO Policy “Education for All” (EFA), which is
committed to ensuring that all children, young people, and adults receive basic quality
education (Armstrong, Armstrong, & Spandagou, 2011). This commitment is based on
human rights as well as the general belief that education is an essential prerequisite for
well-being and development (Miles & Singal, 2010). Rouse and Lapham (2013) note that
there is a strong link between inclusive education and EFA, although EFA does not
mention children and young people with disabilities specifically. These researchers
continue that there are many children and youth with disabilities around the world and

EFA will not be able to reach its goals without inclusive education.

In the former Soviet Union states, inclusive education is still seen as an educational
opportunity for children with disabilities only (Rouse & Lapham, 2013). For instance, in
Armenia, the understanding of inclusive education is different from that of the
international community: “Local interpretation is narrowed down to the educational rights
of disabled persons” (Anapiosyan, Hayrapetyan, & Hovsepyan, 2014, p. 5). This could
be explained by the fact that children with disabilities were excluded from general
education institutions during the Soviet Union times. Anapiosyan et al. (2014) also note
that international organisations, working in the region, keep trying to change the
perception of inclusion by actively advocating for inclusive education as a human right

and social justice matter.

It is argued by Farrel (2000) that inclusive education is the only type of education solely
based on human rights. He asks why/how placing children with disabilities at special
educational institutions contradicts human rights. Gordon (2013) raises similar questions:
why teaching all students in one class is a human right and whether educating students

with disabilities in segregated institutions is a human rights violation. Gordon (2013)
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presents the four historical developmental stages of the process from exclusion to
inclusion: students with disabilities receive no education; students with disabilities
receive segregated education; students with disabilities receive integrated education; and
students with disabilities receive inclusive education. Although Gordon (2013) agrees
that the denial of the right to education for children with disabilities is a serious violation
of human rights, he does not agree with the fourth stage because in his opinion education
cannot include all students. Gordon (2013) believes that it may be unrealistic to include
students with different types of disabilities in one class, for instance, deaf students and
students with intellectual disabilities. This author continues some children with severe
disabilities also cannot be placed in the class with all other students. On the contrary,
putting children with severe disabilities in a general class may violate these children’s
human rights. Additionally, Gordon (2013) believes that making inclusive education the
only option for students with disabilities is paternalistic. They and their parents have to
be given the freedom to choose the type of education they think is more suitable for them.

Both Farrel (2000) and Gordon (2013) agree that inclusive education definitely has
benefits, such as empowerment, diversity, and autonomy. They however believe there are
no empirical reasons why human rights cannot be attained if children are taught at
specialised schools. Farrel (2000) points out that when inclusion is perceived as a good
thing and exclusion as something bad, there is a risk that the needs of students with special
needs may be overlooked because “people get swept along on the ‘inclusion bandwagon’
(p. 154). Therefore, to avoid this, it is important to consider all possible arguments for
and against inclusion when planning approaches to students with special needs. Further

research on evidence for and against the practice is proposed.

Hockenbury, Kauffman, and Hallahan (2000), strong advocates for special education,
state that it is often misinterpreted. They consider several erroneous assumptions about
special education. One of them is that it stigmatises and labels students with disabilities.
They maintain that every student within an educational institution should be somehow
identified. If that student has special needs, he/she should be identified as a student with
such needs. Furthermore, Hockenbury et al. (2000) state that proper labels communicate
important information about the disabilities children have. Another assumption is that
special education has no effective teaching methods and could be replaced by general

education. Hockenbury et al. (2000) point out that general education cannot meet the
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needs of all students, “as some students have learning characteristics that are markedly
different from the normative or general case” (p. 6). They believe that special education
has a wide range of methods that provide quality instruction to students with disabilities.
A further assumption is that special education is a separate system, which needs to be
integrated into a general education system. Hockenbury et al. (2000) argue that special
education is integrated into public education as one of the subsystems, at least in the USA.
If special education was not integrated, it would have its own separate identity, boundaries,
authorities, budget, and others. Kauffman and Hallahan (1995) also point out that both
education systems, special and general, can be merged in a way to form inclusive
education. They view inclusion as a “bandwagon that offers an attractive platform for the
merging of special and general education into a seamless and supple system that will

support all students adequately in general schools” (p. 98).

This point raises another conflicted discourse - whether inclusion is a global agenda or a
continuum of special education. Many educators think that they are practicing inclusion
when, in reality, they are practicing revised special education rhetoric. By doing so, they
contribute more to exclusion rather than to the inclusion of students with disabilities (Slee,
2001, as cited in Purdue, 2006). Slee and Allan (2001, p. 177) state that inclusive
education is not just “a linear progression” of special education. It should be
acknowledged as a radical social movement against exclusion and discrimination in
regular schools. Similarly, Lipsky and Gartner (1997) believe that children with
disabilities have an absolute right to receive quality education in inclusive classrooms and,
therefore, inclusive education is a response to segregated education, which has not been
effective enough for many of them. Connor and Ferri (2007) mention another
fundamental difference between special and inclusive education. According to them,
inclusive education is not simply services for children with disabilities but a way of living

with others based on shared beliefs that each person is valued.

Similarly, Kenworthy and Whittaker (2000) speak strongly against segregated
educational institutions, “These special places have become twentieth century gulags,
where the collective fear of children who are seen as different is assuaged and their
segregation from other children is reconstructed as ‘special’ treatment in a ‘safe’
environment” (p. 291). That belief is supported by certain assumptions about how the

concept of rights affect segregation. Some of them are segregated children are exposed to
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discrimination, people supporting segregation promote injustice because they accept
discriminatory codes and practices, and that children’s rights are obvious and do not need

to be proved.

It is pointed out by Connor and Ferri (2007) that “the greatest paradox of special education
Is that is both a service and a disservice” (p. 74). Even though special education genuinely
seeks to contribute to the development of children with disabilities, it brings many
disadvantages to them, such as poor academic knowledge due to lower expectations
associated with a disability, lack of self-esteem, and isolation. Many scholars consider
segregated education as an archaic practice and state that as long as segregated institutions
exist as an optional place to study for children with special needs, education authorities
will find reasons to send children there (Connor & Ferri, 2007; Gallagher, Heshusins,
lano, & Skrtic, 2004; Kenworthy & Whittaker, 2000). Many of those that hold such views
would argue that to fully realise the idea of inclusive education, segregated education as
such has to be eradicated.

However, even if children with disabilities are placed in general schools, this is not the
end of the problem. Kenworthy and Whittaker (2000) and Wang (2009) note that one of
the most significant issues with inclusion relates to various forms of equality. Wang (2009)
identifies the main principles of equality in inclusive settings. They are students with
special needs have to be treated in the same way as other students; purposes of education
have to be the same for all students; the evaluation processes have to be the same for all
students; and parents of students with disabilities and students themselves have to be
involved in the decision-making process. These principles are based on legislations
formulated by the United Nations. For example, as mentioned in Chapter One, Article 2
of the Convention on the Rights of the Child (1989) states that all rights have to be applied

equally to all children without discrimination, including children with disabilities.

Although inclusion promotes the full participation of students with special education
needs with their peers in school life, many schools still create segregation and foster
competition (Lloyd, 2008). For instance, in many general schools, children with special
needs have to study separately from others to meet the national assessment standards. It
prevents this group of students from enjoying real opportunities to participate fully in
school activities. Lloyd (2008) calls such requirements exclusionary practices that “are

legitimized within a policy of inclusion” (p. 227). Similarly, Wilson (2000) points out
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that even though inclusive classes have to be community-based, barrier-free,
collaborative, and equal, they are still selective:

Certain parts of the school ... are not accessible to all ..., some parts of the
curriculum will not be accessible to those without the ability to access them ...,
and there will be private ‘methods of communication’ (between teachers, for
instance) not open to all pupils. (p. 298)

Further, Wilson (2000) discusses some conceptual problems of inclusion trying to find a

rational and practical frame for human values, such as justice and compassion.

In sum, many scholars and practitioners acknowledge that inclusive education is still an
area in conflict. Ainscow and César (2006) note that “it is necessary to recognise that the
field itself is riddled with uncertainties, disputes and contradictions” (p. 236). They note
there are many different issues with the enacting of inclusive education in both developing
and developed countries. In developing nations, many vulnerable children have never
even been taught in schools while in wealthier countries, many students from
marginalised groups have an opportunity to study but leave schools without adequate
academic knowledge and social skills, despite the availability of resources. However,
Ainscow and César (2006) point out that in spite of challenges and contradictions, many
countries around the world attempt to provide quality education for all children regardless
of their conditions, as required by the Salamanca Statement. Oliver (1996) argues that
inclusive education is a continuous process and all weaknesses and issues related to its
enactment are unavoidable in the process of its development. This researcher points out
that inclusion is not a destination but a process, which requires commitment and changes:
in policy, curriculum, values, and attitudes. This scholar concludes that the development

of inclusive education is a complex process and it often requires struggle.
2.3 Inclusive Education in Uzbekistan

During the Soviet times, children with disabilities almost always received formal
education in specialised institutions that practised medico-pedagogical approaches
(Gevorgianiene & Sumskiene, 2017; Oreshkina & Lester, 2013; Phillips, 2009).
Educating children with disabilities in a general education setting was not considered
because education was standardised through the curriculum and was not suitable for
children with disabilities (Phillips, 2009). Oreshkina and Lester (2013) cite one of the

Russian special education experts in their work: “Good quality education for children
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with disabilities is education that takes into consideration their characteristics based on
specially developed and proven curriculum and this is what is done in special education
schools” (p. 695).

At specialised Soviet institutions, children with disabilities were taught in accordance
with the science defectology that incorporated the fundamentals of several sciences:
medicine, pedagogy, and psychology. Lev Vygotsky, the founder of defectology,
promoted a comprehensive approach to education where all aspects of a child’s
development - physiological, psychological, and social - were considered. The Soviet
version of defectology however was reduced to medical and physiological aspects only,
putting more emphasis on children’s limitations rather than their potential (Phillips, 2011).
In other words, Soviet defectology viewed children with disabilities as deficient and in
need of treatment. Bilson and Markova (2007) who researched child abandonment and
social inclusion issues in Eastern Europe and Central Asia state that the treatment of
children with disabilities was “exclusively a medical issue” (p. 60) and they continued to

be institutionalised.

Uzbekistan, being a part of the Soviet bloc for almost 70 years, had segregation practices
shaped by the former system that still have their effects (Katsui, 2005). Specialised
educational institutions in Uzbekistan play an important role in the process of educating
marginalised groups of children. The current special education system in Uzbekistan is
presented by 28 Mercy Houses (orphanages), 109 boarding schools for children with
different types of disabilities (86 specialised schools for children with impairments and
23 boarding schools with extended care facilities where children study and take treatment),
and 122 specialised pre-schools for children with physical disabilities. According to
Akhunova (2007), a former Head of Children Social Support and Rehabilitation
Department under the Ministry of Education of Uzbekistan, the national Act of Education
made provisions for establishing specialised schools for children with special needs. She
noted that the Law of the Republic of Uzbekistan "About Education” (1997) fully
supports establishing specialised schools which are seen to meet the needs and demands
of children with special needs. Indeed, Article 23 ‘Education of children and adolescents
with deviations in physical or psychiatric development’ of the Law states: “For
education... of children and adolescents with deviations in physical and psychiatric

development... special education institutions are established”.
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Children with disabilities are categorised and assigned to different institutions based on
the severity of a disability. According to the Decree of the Cabinet of Ministers on
approving the normative and legal acts on state specialised educational institutions for
children with disabilities (paragraph 23), children with mild or moderate intellectual or
physical disabilities are transferred to residential institutions called “Mehribonlik” under
the Ministry of Public Education. For those who have severe forms of disabilities,
regulations are different. As stated in Paragraph 25 of the Decree, they are referred to
either residential institutions called “Muruvvat” under the Ministry of Health or are
assigned to home-based education (Lex.uz, 2011). There is no information on whether
children staying in a “Muruvvat” receive educational provision. In the former Soviet
Union, children with severe or multiple disabilities were categorised as “uneducable” and
excluded from the special education system. They were sent to closed institutions where
they were given care and medical treatment only (Oreshkina, Lester, & Judge, 2014). It
Is evident that the Uzbek system of special education has not been changed significantly

since that time.

Nevertheless, with the development of inclusive education as a global agenda, the Uzbek
government could not stand aside. It has signed and ratified several major international
treaties, such as the Universal Declaration of Human Rights (signed in 1991); the United
Nations Convention on the Rights of the Child (ratified in 1994), the Dakar Framework
for Action (signed in 2000), and the United Nations Convention on the Rights of Persons
with Disabilities (CRPD) (signed in 2009). The government also started working on the
national normative acts and resolutions to support inclusion but none of them were

included in the national educational policy.

There have been some practical initiatives to enact inclusive education as well.
Uzbekistan has expanded its cooperation with international aid organisations and some
of them work specifically in the field of disability. The UNICEF initiated the project
“Implementation of a Child Friendly Attitude through Inclusive Education” (2005-2006).
At the same time, the Japan International Cooperation Agency (JICA) organised, free of
charge, computer courses for people who were deaf or had hearing impairments to
increase their employability. The Asian Development Bank (ADB) enacted the project
“Basic Education for Children with Special Needs (formerly Improving Access and

Quality of Basic Education to Disadvantaged Children)” (2006-2009). The USAID
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project “Equalization of Educational Opportunities for Children with Disabilities in
Uzbekistan” (2009-2010) also attempted to improve access to education for children with
disabilities. Recently, the European Union has founded a project “Inclusive Education for
Children with Special Needs in Uzbekistan” (2014-2016). Currently, this project is being
administered by the Republican Centre for Social Adaptation of Children (RCSAC).

Overall, it can be seen that there have been some efforts made by the Uzbek Government
to develop inclusive education. Yet, practices of educational inclusion in Uzbekistan
seem to be unsustainable. Although the government has committed to supporting
inclusive education initiatives, it often fails to do so (UNICEF, 2011). As Mitchell (2005)
argues, “While many countries seem committed to inclusive education in their rhetoric,
and even in their legislation and policies, practices often fall short” (p. 11). There are
many reasons for the gap between policy aspirations and enactment, such as economic;
cultural; lack of teachers’ expertise in mainstream classrooms; poor school infrastructure;
and lack of parental involvement. Some of these problems are discussed in the following

sections.
2.4 Lack of Teachers’ Expertise

Teachers play a critical role in the development of inclusive practices (Forlin & Chambers,
2011; Jordan, Schwartz, & McGhie-Richmond, 2009). Ideally, they should provide
holistic support to students with disabilities in their classes and serve as a liaison between
the school officials and students and their parents (Ahsan, Sharma, & Deppeler, 2011,
Mastropieri & Scruggs, 2010). Yet, in less developed countries, many teachers are not
able to respond to the needs of students with disabilities and, therefore, are reluctant to
have them in their classes (Sharma, Forlin, Deppeler, & Guang-xue, 2013). There are
many reasons for that. One of the most significant arises because teachers do not have
adequate qualification to meet the needs of their students with disabilities (Avramidis &
Kalyva, 2007; Eleweke & Rodda, 2002; Florian & Becirevic, 2011). The situation is also
worsened by a lack of resources at schools, overcrowded classes, inflexible exam-
oriented curriculum, inadequate infrastructure, and lack of support from school
administration and public agencies (Chong, Forlin, & Lan, 2007; Ghergut, 2010; Sharma,
Moore, & Sonawane, 2009; Tyagi, 2016).
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A shortage of well-trained teaching staff who can meet the needs of children with
disabilities and a lack of in-service training is one of the major problems in many former
Soviet Union countries. Institutes of Defectology are often the only institutions that
conduct professional training for teachers working with children with disabilities (Florian
& Becirevic, 2011). In Uzbekistan, the quality of existing training is also low because it
IS not practice-oriented (Education Sector Plan for 2013-2017, 2013). Yet, research has
shown that practical experience is an essential component for teachers’ training
programmes because it helps teachers feel more confident and positive about teaching

students with diverse needs (Brownlee & Carrington, 2000).

According to Rouse and Lapham (2013), pre-service training courses in the Central Asian
region are not designed for inclusive education practices. Most pedagogical universities
do not prepare their students for inclusion and departments of defectology still prepare
specialists to work in segregated institutions. Rouse and Lapham (2013) also maintain
that there are no professionals who could prepare pre-service teachers for the transition
from specialised schools to mainstream ones. Some Central Asian countries have
attempted to reform pedagogical universities. For instance, Kazakhstan has launched a
new large-scale professional development programme for school teachers. In general,
nevertheless, the current curriculum at teacher training colleges and universities in the
region does not significantly differ from the curriculum used during the Soviet times

except for Marxist-Leninist content (Papieva, 2006).

Florian and Becirevic (2011) state that although there were some educational reforms in
the region that targeted teachers’ professional development, none of them has led to
systematic changes at universities and “teachers are still prepared according to their
specialization in traditional subjects” (p. 372). They continue that university study
programmes are highly academic and do not pay enough attention to diverse learning
needs and student-centred methodology. After pre-service teachers graduate, they often
do not know how to respond to students’ diversity issues and consequently might have
negative attitudes towards inclusive education initiatives. Thus, issues of teacher
preparation programmes need to be addressed to prepare educators to meet challenges of
a diverse classroom (Ahsan et al., 2011; UNICEF, 2010).

In Romania, also a post-Communist country, teachers’ attitudes towards inclusion of

students with disabilities in regular school is also one of the biggest obstacles to inclusive
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education practice (Ghergut, 2010; Unianu, 2012). Unianu (2012) notes that teachers’
attitudes are influenced by different factors, such as the nature of students’ disabilities,
the degrees of disability, teachers’ readiness to work with this group of students, and their
belief in their professional capacities. Based on the questionnaire responses of 112
Romanian teachers, it was found out that many of them did not feel competent to work
with those who had disabilities. Teachers stated that they did not have enough
professional training to gain more knowledge and improve their skills to teach students
with disabilities. Unsurprisingly, this affects their attitude towards what they do. Several
other studies have found that training courses for teachers are critical because they
contribute to positive attitudes towards teaching students with special needs (Lancaster &
Bain, 2010; Loreman, Earle, Sharma, & Forlin, 2007).

In Pakistan, the main issues in the enactment of inclusive education are a lack of teacher
training and a shortage of financial resources (Ghouri, Abrar, & Baloch, 2010). These
researchers found that teachers from four schools in Karachi did not feel adequately
trained to teach children with disabilities in their classes and were, therefore, not willing
to do so. Ghouri et al. (2010) recommend the government generate more funds for
professional opportunities for teachers working with students with disabilities. Moreover,
they contend that government officials should think of professional incentives to
stimulate teachers. Pasha (2012), who explored the readiness of primary school teachers
from 75 public primary schools in Lahore to work in an inclusive setting, noted that many
of them were not ready for that, although they might not be opposed to inclusion as such.
Pasha (2012) argues that one of the main reasons for that is a lack of professional
development opportunities where teachers and school administrators could receive
knowledge about current inclusive education research. “In-service training is an
important pillar of professional development” (Pasha, 2012, p. 123). This researcher
concludes that only trained teachers and other stakeholders can promote inclusive
education effectively.

There are many similar examples in other developing countries too. According to
Rahaman and Sutherland (2012), in Bangladesh, many general school teachers do not
have enough knowledge and understanding of the needs of students with disabilities. It
results in a lack of teachers’ confidence to work with these children, which is one of the

major barriers to including them in mainstream schools. Similarly, Singal (2006) states
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that in India, mainstream teachers do not have appropriate professional knowledge and
skills to teach students with disabilities. They primarily have a college training that only
“relies heavily on chalk-talk approaches, is isolated from schools, and has a focus on
imparting theoretical knowledge” (p. 362). Singal (2006) continues that even though the
Indian government supports inclusive education initiatives, teachers are not provided with
relevant in-service disability-related training and experiences. According to Leung and
Mak (2010), primary school teachers in Hong Kong experience the same difficulties,
when they try to enact inclusive education in their general classrooms. They have limited
training and insufficient knowledge about children with disabilities. As in Bangladesh,
their lack of preparedness often prevents children with disabilities from going to

mainstream schools.

Lack of teachers’ professional skills is not the only problem at school. The other major
area of concern in developing countries is insufficient support personnel (Eleweke &
Rodda, 2002; Giangreco, Suter, & Doyle, 2010). Learners with disabilities within
inclusive schools must have not only special education teachers to help them succeed but
also a wide range of other specialists who can assist with a referral, identification,
diagnosis, and other services (Eleweke & Rodda, 2002). Lack of meaningful educational
services negatively impacts both students and teachers. Students do not receive sufficient

support and teachers, in turn, cannot work alone effectively and often experience stress.

Collaboration with paraprofessionals is an important aspect of educating children with
disabilities at mainstream schools (Giangreco et al., 2010; Werts, Zigmond, & Leeper,
2001). Unlike education for typically developing children, education of children who
have intellectual, emotional, or multiple disabilities cannot be considered supported
without the involvement of trained and prepared paraprofessionals. Their involvement
favourably affects the students’ performance because with their support, students are
more academically engaged (Giangreco et al., 2010). Giangreco et al. (2010) state, “it
was not surprising that when this support was moved away, they were less engaged” (p.
47). There is little doubt that many developing countries would point to a lack of
paraprofessionals at mainstream schools due to financial constraints. In Uzbekistan, it can
also be explained by the fact that historically education for children with disabilities was
segregated and paraprofessionals were available only in specialised institutions. This

practice is still widespread across the country and many children with disabilities who
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moved to general schools are often not provided with additional support except for a

classroom teacher.

One more critical element for the success of students with disabilities at inclusive schools
is Individualised Education Plans/Programmes (IEPs). IEPs adjusted in terms of
pedagogy are necessary to meet the learning needs of children with disabilities in
mainstream classes (Mitchell, 2005). According to Valentin (2007), the IEP is a document
that includes specific learning needs of a student and certain ways to adapt the curriculum
and physical environment to him/her. It also identifies the additional support services
necessary for a student (Inclusion BC, n.d.). A typical IEP includes 1) information about
students’ current academic performances; 2) annual goals and objectives; 3) a schedule
of when a student’s progress will be measured; 4) a prescription of special instructions
and services necessary for them (Musyoka & Clark, 2017). Drasgow, Yell, and Robinson
(2001) believe that an IEP is a cornerstone in the education process of students with
disabilities. Every school accommodating children with disabilities should follow all IEP

requirements to ensure that they receive a quality education.

Goodman and Bond (1993) pose the question of what is meant by individual learning
needs. In a general classroom, a student is defined by his/her age, which determines a
grade placement and a relevant programme. Student’s weaknesses, needs, and
preferences may not always be considered. A child with different abilities needs another
approach: his/her cognitive, social, motor and language skills are taken into account. Here,
according to Goodman and Bond (1993), IEPs can help because they are designed to meet

unique needs of students:

Where goal areas are clearly defined this sort of individualization - equivalent
to establishing expectations by subject matter for the older child - is not difficult
to achieve under the current IEP mandate and indeed is encouraged by the
various assessment instruments. (p. 417)

In Uzbekistan, IEPs are considered at neither a methodological nor legislative level.
Students with special needs are expected to study based on the general curricular within
the timeframe and to the extent required by the State Standards. Therefore, many students
cannot succeed and children with intellectual disabilities are automatically excluded from
such an “inclusive” system of education. Some measures have been taken to change the
situation. The importance of IEPs has been presented to relevant ministries to generate

governmental support. Subsequently, the training and recommendations on the
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development of IEPs have been offered to special education professionals from the
Faculty of the Department of Defectology and some Ministry of Education officials (V.
Artikova, personal communication, January 27, 2017). It will take time to disseminate the

IEP practice but at least it has been initiated.

Inflexible school curricular are a further obstacle for successful inclusive education
practices. The challenges faced by teachers in Singapore can be an example of that. Yeo,
Chong, Neihart, and Huan (2016) conducted research on primary teachers’ experience
with inclusive education in Singapore and found that in general, they support inclusive
education initiatives but at the same time experience many challenges. In addition to fear,
anxiety, frustration, and inability to manage their students’ challenging behaviour,
teachers were stressed by large multilevel classes and pressure to meet curriculum and

examination requirements.

Indeed, existing inflexible pedagogical practices are a big challenge for successful
realization of inclusive education. For instance, in many developing countries, the
examination system requires all students to meet the same criteria regardless of their
abilities and knowledge. Tiwari, Das, and Sharma (2015) point out that “over-reliance on
testing” in Indian high schools makes teachers get focused only on those who can pass
exams successfully (Tiwari et al., 2015, p. 133). Those who are potentially not able to
pass exams are not given enough attention. Law, Joughin, Kennedy, Tse, and Yu (2007)
note that in the competitive world this system does not allow those who are studying at a
slower pace to succeed. Within the exam-oriented education system, which is the same
for all students, students with special needs are neglected (Deng & Poon-McBrayer, 2004).
Sharma et al. (2013) point out that within a highly competitive school system, it will be
very difficult to support inclusion for students with special needs because they will be
less likely to achieve high results in numeracy, literacy, and science. They argue that it is
an additional stressor for teachers because many of them are judged based on the results
of their students.

For all the above reasons, teachers at mainstream schools often feel reluctant to work with
students with disabilities. Their positive attitudes are central to supporting inclusion. They
govern teachers’ everyday practices and result in teaching strategies and activities they
choose to work with students with disabilities. Positive attitudes towards inclusive

education initiatives promote their success while negative attitudes ensure their failure
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(Loreman, 2007). Therefore, both pre-service and in-service teacher training programmes,
in-class support, and relevant conditions to work are critical (Florian & Linklater, 2010).

2.5 Lack of Parental Involvement

A lack of parental involvement in education of their children is often seen as a cornerstone
of a child's education. According to Hill and Taylor (2004), parental involvement is the
participation of parents in the educational activities of their children; these might include
helping with homework, regular communication with school representatives, attending
school meetings and conferences, or volunteering in school-related activities. Much has
been written about the positive impact of parental involvement on the learning outcomes
of their children (Garrick & Salend, 2000; Hornby, 2011; Newman & Wehlage, 1995).
For instance, according to Fan and Williams (2010), students whose parents are actively
engaged in their education process, generally achieve better grades and can better cope
with academic challenges. There are also many social advantages of parental involvement:
children usually have higher level of confidence, self-perception, self-discipline, and

psychological well-being (Cripps & Zyromski, 2009; Hill & Taylor, 2004).

The involvement in their children’s education is even more important when it comes to
children with disabilities. Ferrel (2012) emphasises that although the involvement of
parents benefits all students, those who have disabilities need a greater degree of family
support including advocacy than their able-bodied peers. It is also critical for parents
because they are naturally more concerned about the development of their children (Blok,
Peetsma, & Roede, 2007). The importance of family engagement in education of children
with disabilities is based on the assumption that parents know their children like no one
else: they know all about their capabilities, talents, and limitations (Andy, Black, & Bruce,
2015; UNESCO, 2002). Therefore, they can significantly contribute to the decision-
making processes regarding education for their children. As Forlin and Hopewell (2006)
point out, the expertise of parents should be acknowledged and utilised, especially when

we talk about special needs children.

Chakuchichi, Chimedza, Chiinze, and Kaputa (2003) also argue that the involvement of
parents in education is beneficial for both parents themselves and their children. Parents
are empowered through close cooperation with teachers and then they contribute to

changing the attitude towards their children at school and in society. Besides, teachers

29



acquire greater cultural understanding through interaction with families of their students
with special needs and schools, giving equal access to education for all children, establish
a better reputation in the community (UNICEF, 2014c).

In developed countries, the involvement of parents in education of their children with
special needs is generally strongly encouraged. If prior to the 1980s, parents were
dependent on the support of professionals, now they are often accepted as equal partners
whose experience is valuable (Spann, Kohler, & Soenksen, 2003). For example, in
Canada, parental involvement it is not only encouraged but also supported by legislation
(Lai & Vadeboncoeur, 2012). Parents are required to participate in the decision-making
processes regarding their children’s education and assessment and to share their

experiences.

The situation with parental involvement in developing countries is very different. Many
of them are not involved in the lives of their children and often unaware of their rights
and possibilities compared to parents from western countries (Engelbrecht, Oswald,
Swart, Kitching, & Eloff, 2005). Bean and Thorburn (1995) explain this with references
with factors, such as poverty, dependency, and cultural beliefs that eventually lead to “a
crisis in parenting” (p. 3). These scholars discuss two rearing styles common for parents
of children with disabilities in developing countries. One is focused on over-protection.
It may occur because parents feel guilt for a disability their child has. Even though they
may be loving parents, they tend not to participate in a child’s learning and training. An
opposite rearing style is parental neglect and discrimination. It occurs particularly in
families with other children and little resources. In such cases, parents often prefer to
contribute to their able-bodied children leaving those with disabilities with little care.
Such differentiation between children with disabilities and their non-disabled siblings

also exists in families in Central Asian countries (Katsui, 2005).

Institutionalisation that was common during Soviet times is another reason why parents
in Central Asia are often neither involved in the social life of their children nor in their
education (Katsui, 2005; Phillips, 2009). In the Soviet Union, children with disabilities
were often placed in segregated institutions and parental involvement was not needed. All
responsibilities for their development were taken by medical practitioners and social

workers. This is still a widespread practice in Uzbekistan: “Parents of children with
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disabilities believe that they ought to send their children to institutions... as this is the

best place for children with disabilities to be taken care of” (Narolskaya, 2013, pp. 2-3).

In many developing countries, even when parents of children with disabilities are willing
to participate in their children’s education, teachers often regard them as a part of the
problem and treat them with paternalism. For instance, in Jamaica, those parents who
tried to speak up for their children were considered troublemakers (Bean & Thorburn,
1995). For the same reason, the special education legislation and teacher training
programmes in Arab countries do not embrace parents. As a result, school personnel
makes little or no efforts to encourage and support parental involvement and it is often
“subject to the judgments and conditions of teachers” (Hadidi & Al Khateeb, 2015, p.
526). In Central Asian countries, including Uzbekistan, parents also have insufficient
social power and capacity to act as advocates and partners. They are “typically passive”

and unintentionally make their children’s lives even worse (Katsui, 2005, p. 70).

Recently in Central Asia parents of children with disabilities have become more active in
supporting their children. According to UNICEF (2013) (as cited in Nazarbayev
University Writers Guild, 2015), 36 percent of Kazakh parents who participated in a
sociological study of public opinion on creation of inclusive environments were familiar
with the concept of inclusive education. However, 36 percent were not familiar with this
term, 24 percent were somewhat familiar with it, and the remaining 4 percent did not
answer. Although less than half of the parents were familiar with the concept of inclusion,
according to Nazarbayev University Writers Guild (2015), it would be enough to start
promoting the idea of inclusion within a wider community. Bridges (2014) concludes that
in close collaboration with non-governmental organisations, these parents could
significantly contribute to the development of inclusive education policies and practices

in Kazakhstan.

There is limited official information on parental activism in Uzbekistan but there are some
indications of its existence. A growing number of parents who have children with
disabilities are trying to overcome social and educational barriers to ensure their children
have equal rights. For instance, a mother of a child with Down syndrome regularly
organises sports activities for other children with the same diagnosis. The woman believes
that children with Down syndrome should have access to sport and recreation on an equal

basis with other children (Nam, 2018). Additionally, some national and international
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NGOs help parent activists organise support groups. Their purposes are to advocate for
other families raising children with disabilities and provide information on medical,
educational, and financial resources for their children (Uzbekistan Humanitarian

Information, n. d.).

Rouse and Lapham (2013) state that despite the absence of the previous history of parental
activism in post-Soviet Central Asia and many challenges parents have, they still try to
help other families who are denied access to services and whose rights are violated. Some
of them even “grew beyond support and service provision to become movements
advocating for children’s rights” (p. 15). In addition to training and advocacy support,
these parents, supported by school teachers and other professionals, work with parents of
children without disabilities who do not welcome inclusive education to change their

opinion.

Establishing cooperation is a complex process requiring the involvement of social,
institutional, and interpersonal factors (UNICEF, 2014d). Additionally, parental
involvement is a dynamic and constantly changing and developing phenomenon; it
depends on the context, resources, and specific needs of each child and family (Xu &
Filler, 2008). However, despite complexities, active family involvement, as stated above,
Is a significant prerequisite for the effective development of inclusive education. Xu and
Filler (2008) state:

When educational practices that support inclusion focus upon all systems with
active family involvement as the focus of concern, we will be able to achieve the
more important goal of education: to prepare our youth for a life that reflects an
appreciation of the value and fundamental worth of each individual. (p. 68)

2.6 The Role of Non-Governmental Agencies in the Development of

Inclusive Education and Issues They Face

Disability non-governmental organisations (NGOs) and Disabled People’s Organisations
(DPOs) are another important group that promotes inclusion of people with disabilities.
The term ‘non-governmental organisation’ can be applicable to many different types of
organisations, ranging from large charities to small local self-help organisations. NGOs
are usually private initiatives involved in a variety of development issues on a non-profit
basis (Desai, 2014). In the developing world where countries have limited financial

resources and their governance is not developed enough, NGOs are alternative forms of
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development. Banks and Hulme (2012) state, “Where states cannot provide sufficient
goods, services or enabling environments that help citizens in securing livelihoods, or
where disadvantaged groups are excluded from existing state institutions, alternative
channels of service provision and/or holding governments to account must be found” (p.
1). For instance, in Russia, disability-related NGOs were formed as a response to the lack
of social services (Thomson, 2006). By providing these services to people with
disabilities, NGOs filled the gap of the state’s welfare system. The government, in return,
supported NGOs financially. Globally, the non-governmental sector has played
increasingly important roles in the development sector (Banks & Hulme, 2012; Murray
& Overton, 2011; Thomson, 2006; Williams, 1990).

Unlike NGOs that can be organised by any person interested in change and development,
DPOs are organisations that are founded, led, and controlled by persons with disabilities
and/or their family members (Deepak, Santos, Griffo, Santana, & Bapu, 2013; Geiser,
Ziegler, & Zurmuhl, 2011). The history of DPOs started in the late 1970s (Enns, n.d.).
People with disabilities have always experienced barriers in different spheres of their lives,
for instance, education, employment, family life, housing, and transportation. Eventually,
following the Disability Rights Movement, they have established their own organisations
in 100 countries (Enns, n.d.; Young, Reeve, & Grills, 2016). According to Driedger
(1987), the first DPOs were specifically for blind or deaf people only. Latterly, multi-
disability organisations were formed. In the developing world, DPOs evolved as a result
of international initiatives. The majority of DPOs were established during the period from
1983 to 1992, a time right after the World Programme of Action Concerning Disabled
Persons was adopted by the UN General Assembly.

By organising their agencies, people with disabilities have represented themselves as
citizens with rights, not unequal to others anymore. For many years, the voices of people
with disabilities were not heard. They were represented by other people, such as medical
professionals and social workers. As Katsui (2005) stated, “Ignorance of the voices of
disabled people reinforced the medically-oriented solution of their lives” (p. 24), while
they wanted to be heard and represent themselves to the governmental and non-
governmental agencies. They believed when people were united, they were much stronger:
“Moving away from individual attempts to improve individual living conditions, persons

with disabilities formed their own representative organizations” (Geiser et al., 2011, p.
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12). Self-representation is not the only function fulfilled by DPOs. Other important
functions of DPOs may include identifying and addressing the needs of people with
disabilities and their families, providing advocacy and lobbying activities to support them,
raising public disability awareness, and evaluating existing services. The functions of
DPOs may vary markedly from organisation to organisation but they all have an
overarching goal to improve the quality of lives for people with disabilities (Young et al.,
2016).

There is a paucity of literature concerning the work of civil society organisations in
Uzbekistan. After independence in 1991, civil society agencies faced serious regulatory
barriers. Although there was a civil law to protect these organisations, they “frequently
fell under suspicion and were subject to administrative measures” Bowyer (2018, p. 50).
NGOs and DPOs were often limited in carrying out their activities and influencing
decision-making and disability issues. Katsui (2005) gives an example of neglecting
DPOs’ opinions and institutional power. In the early 2000s, DPOs were asked to
contribute to the draft law on disability but their suggestions were not included in the final

version.

In the mid 2010s, President Karimov formally acknowledged the role of non-
governmental organisations in Uzbek society. The President eased registration procedures
for NGOs, reduced registration fees, and provided financial assistance to enact initiatives.
Legislation however for non-governmental agencies remained generally very restrictive
(Bowyer, 2018; Katsui, 2005; Stevens, 2007). Despite challenges, many of them were
actively supporting people with disabilities. These organisations were primarily involved
in consulting, legal counselling, empowerment training, pre-vocational skills

development, raising public awareness, and others.

As mentioned above, NGOs and DPOs particularly combat the exclusion of
disadvantaged groups. In this regard, their roles in promoting deinstitutionalisation and
inclusive education are crucial (Holland, 2008). According to Furuta and Thamburaj
(2014), these organisations lead the enactment of inclusive education during an initial
stage until the government takes over new functions and responsibilities. In this regard,
disability-related agencies are considered very important stakeholders because of their
expertise, flexibility, and proximity to people (United Nations, n.d.). There is little official

information on the involvement of Uzbek NGOs and DPOs in inclusive education. Yet,
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there are many examples of non-governmental organisations’ contributions to the
inclusion of children with disabilities in general schools in other developing countries.
Their work includes, but is not limited to, organising training for teachers and parents,
providing advocacy for families with children with disabilities, reaching out to families
living in remote areas, organising awareness-raising campaigns in the local communities,
and assisting the government with data collection and policy development (Furuta &
Thamburaj, 2014; Pillay, 2010).

Within inclusive education, cooperation between NGOs and families is of particular
importance. Srivastava, de Boer, and Pijl (2015) mentioned several reports focused on
“parents recognizing the importance of knowledge and information about disability, its
management and available services” (p. 186). In their work, they referred to the study of
Alur (2010) who described the initiatives of Indian NGOs to involve parents as equal
partners in the education of their children. Similar initiatives were enacted in Cairo (Egypt)
where both local and international NGOs involved community workers practicing a
rights-based approach to inform parents and communities about disability issues (World
Bank, 2005). In Malaysia, NGOs are also a good example of the support they can provide
to children with disabilities. Many Malaysian NGOs are focused on a specific disability,
for instance, Down syndrome. They are committed to the welfare of these children and to
ensuring they receive appropriate education and disability support services (Jiar,
Handayani, & Xi, 2014).

DPOs in many countries are also actively involved in inclusive education initiatives and
building a partnership with the families of children with disabilities. For instance,
ADEFIS, a Brazilian DPO, served as a focal point for parents of children with disabilities
studying in mainstream schools to provide information on their children’s rights. This
DPO regularly organised workshops to educate the public about inclusive education and
the barriers children with disabilities face on the way to it (Deepak et al., 2013). The
contribution of Chinese DPOs to inclusive education is also significant. Leaders of many
DPOs closely worked with local education experts to develop advocacy strategies aimed
at the integration of children with disabilities. Moreover, DPOs, together with other
stakeholders, actively participated in the process of developing a national inclusive

education policy to support children with disabilities in mainstream schools in terms of
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funding and experts. The Chinese government released the national policy in 2012 (Zhang,
2017).

The participation of people with disabilities and their organisations in the development
of laws, policies, and programmes is critical to promote disability inclusion to all people
with disabilities. Hurst (1999) suggests that “One of the most important parts of a sound
development strategy must be to ensure that policies are in place which recognise the
need to include socially excluded groups in all stages of development work™ (p. 32). If
the unique experiences of people with disabilities are valued and taken into account, they
are empowered. Empowerment leads to social change in the society and transforms
cultural and institutional norms prevailing there (Hurst, 1999).

2.7 Social and Institutional Stigma

According to Susman (1999), stigma can be defined as an adverse reaction to the
perception of a difference that is evaluated from a negative perspective. Disability stigma
contributes to the discrimination and exclusion experienced by children with disabilities
in all spheres of their lives, including education (Uba & Nwoga, 2016). It is necessary to
gain a better understanding of the impact of stigma on the attainment of inclusive
education in developing countries to identify barriers impeding inclusion and design
appropriate interventions to enable it (Fakolade, Adeniyi, & Tella, 2009; Lloyd, 2008).
With regard to this, misconceptions about the causes of disabilities that children are born
with and wrong beliefs about the nature and abilities of these children should be
considered as key factors contributing to their social and institutional exclusion (Al-
Dababneh, Al-Zboon, & Baibers, 2017; Rohwerder, 2018).

In developing countries, many people believe that there are specific external causes of
disability, such as punishment from God, bad actions of people with disabilities
themselves, or the sin of their parents (Lamorey, 2002; Rohwerder, 2018; Stone-
MacDonald & Butera, 2012). In some post-Soviet Central Asian countries, mothers of
children with disabilities are often suspected of having sex with a man who is not the
father of her child while pregnant. For instance, in Tajikistan, many traditional Tajiks
believe that a child’s disability is a result of “the birth mother engaging in sexual relations
outside of marriage or other behaviour considered ‘antisocial’ ” (Gatling & Juraeva, 2013,

p. 24). It puts both a woman and her husband at risk of harm. A woman is blamed for
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behaving “antisocially” and her husband for losing control over his wife, which is
perceived damaging for the Tajik concept of male honour (Harris, 2006, as cited in
Gatling & Juraeva, 2013). In Kyrgyzstan, people have the same belief: a child with a
sensory or intellectual disability is a result of a mother’s moral failing that “brought a
punishment upon the family” (Hartblay & Ailchieva, 2013, p. 115). There is no official
information about cultural and religious beliefs regarding disability prevailing in
Uzbekistan. Nevertheless, many anecdotal pieces of evidence are circulating amongst
people about mothers of children with disabilities who were being blamed for immoral
actions in the past. It makes parents hide their children from everyone including extended
family members and friends to protect their reputation and the reputation of other children

in the family.

Negative attitudes towards children with disabilities, including denial, often start within
a family and community and then spread to the wider society, including school systems
(Oliver-Commey, 2001). Misconceptions that children with disabilities are not able to
perform well at school alongside their non-disabled peers are one of “the drivers of
disability stigma” (Rohwerder, 2018, p. 2). They create institutional barriers that prevent
these children from enrolment and participation in inclusive education (Adera &
Asimeng-Boahene, 2011). Institutional barriers include but are not limited to a lack of
provision, support, and trained personnel. These barriers often seem natural and are hard
to detect (Saar, Taht, & Roosalu, 2014). Children with disabilities may be blamed for
difficulties to be a part of a mainstream environment. According to Gatling and Juraeva
(2013), this is how a school principal in Tajikistan explained his reluctance to admit a

child with cerebral palsy to the mainstream school:

The school is a place for healthy children. If they are healthy, we’ll accept them.
Our pedagogy is for healthy children, not for special children. Our teachers
aren’t prepared to teach disabled children. They’ve been trained in standard
pedagogy and psychology. It’s possible that we would accept other children, if
they have documentation from doctors. (p. 25)

Markova and Sultanalieva (2013) note that in most cases, school principals have sound
experience in managing educational institutions but only within the previous Soviet
system, which isolated children with disabilities. Some of them understand that they
should support inclusive education initiatives but the benefits are not clear to them. Those,
who are reluctant to admit students with disabilities, ignore their needs and interests and

do not provide the necessary support. Markova and Sultanalieva (2013) provide two
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examples. One school principal mentioned that even though she understood that parents
wanted to keep their children with disabilities among “normal children” (p. 57), she was
unwilling to accept them and did not seek cooperation with parents. Another principal did
not want to take a risk with these children and preferred to transfer them either to private

schools or to home-based education.

Erroneous beliefs about disability followed by discriminatory institutional practices are
maintained by other developing societies too. For instance, a study conducted in Nigeria
found that many people believe that children with physical disabilities are punishment
from gods for the bad deeds of their parents, while children with intellectual disabilities
are often believed to be possessed by demons (Uba & Nwoga, 2016). Segregated
institutions are strongly recommended for these children because “societal
misconceptions held about them may make them targets for exclusionary practices in
mainstream schools” (Uba & Nwoga, 2016, p. 978). Those parents who do not want their
children to be segregated either rely on private schools that have more qualified and
committed teachers and better facilities, or place them in mainstream schools where they
face discrimination from teachers and classmates. The majority of these students are more
likely to drop out without transitioning to higher levels of education (Global Campaign
for Education, 2014).

Similarly, in India and East Asian countries, children with disabilities and their family
members often experience stigmatization due to traditional beliefs (Alur, 2001; Kayama,
Haight, Ku, Cho, & Lee, 2017; Tait, Mundia, & Wong, 2014). The study of Alur (2001)
found that in India, a child’s disability was perceived by parents as “karma, a result of
past deeds, an individual responsibility” (p. 290). Disability services of voluntary
organisations there were mainly based on charity and benevolence. These practices
affected policy-makers who extensively supported segregated education. In China,
people’s beliefs are mainly grounded in the concept of Confucianism. One of the core
ethical principles of Confucian philosophy is filial piety: children have to take care of
their parents when they grow old (Tait et al., 2014; Wee, 2014). Parents of children with
Autism Spectrum Disorder (ASD) experience feelings of frustration, shame, and
embarrassment because their children may not be capable to meet these family
expectations. Besides, parents are afraid that their children may face discrimination in

communities and particularly in mainstream educational settings based on academic
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criteria. Therefore, to avoid “discrimination such as exclusion from social activities,
humiliation and neglect by teachers and the public” (Tait et al., 2014, p. 23), parents do
not send their children to local general schools and often hide them even from close

relatives.

There are many other examples of cultural and religious beliefs about disability resulting
in children with disabilities being treated with superstition and neglect (Al-Dababneh et
al., 2017; Riany, Cuskelly, & Meredith, 2016; Stone-MacDonald & Butera, 2012). As
stated above, the stigmatisation of children with disabilities is often characterised by a
lack of understanding and awareness regarding the causes and nature of the disability.
Therefore, education interventions are an effective way to challenge the stigma held by
many parents, teachers, and community members (Risch, Angermeyer, & Corrigan,
2005). Mostert (2016) notes that stigma-reduction measures are considered effective for
combating disability-related beliefs when they are matched with local cultural
particularities. Simply, teaching about the causes of disability from a biomedical
perspective is not effective. Rohwerder (2018) proposes the following interventions to
combat disability stigma: educational vignettes, university lectures, online films, and
celebrations of disability-related events. At the same time, these efforts need to be
reinforced by legislation prohibiting discriminatory practices against children with
disabilities and their families (McConkey, Kahonde, & McKenzie, 2016).

2.8 Lack of Disability Data

Article 31 of the CRPD states, “States Parties undertake to collect appropriate information,
including statistical and research data, to enable them to formulate and implement policies
to give effect to the present Convention” (Convention on the Rights of Persons with
Disabilities, 2006). Although the availability of relevant data is critical for the
development of sound policies, many countries of the developing world still have no
information on how many people with disabilities live there and what living conditions
they have (Eide & Loeb, 2005; Fujiura, Park, & Rutkowski-Kmitta, 2005; Robson &
Evans, 2003). As stated at the beginning of this chapter, currently, in Uzbekistan, there
are also no reliable statistics on the total number of adults and children with disabilities,
the nature of their disabilities, and their educational needs. There might be several reasons

why there is no reliable data but below | will discuss three of these: the large number of
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unregistered people; bureaucratic procedures for receiving a disability status; and
intentional distortion of facts by authorities.

In Uzbekistan, there are still many unregistered people with disabilities. According to the
UNICEF (2004), this is a prevailing problem for rural areas where children with
disabilities are often not registered at birth. Many families do not register their members
with disabilities to hide them from the public eye so as not to be stigmatised, and by doing
so make them unknown to services (Katsui, 2005). Schools, clinics, and other institutions
must keep administrative records of the number of people receiving their services/benefits.
If children were not registered, they do not have access to education, health care, and
social services. According to official statistics, there were around 750,000 persons with
disabilities in Uzbekistan, but disability rights activists suggest that there may be around
three million (United States Department of State, 2014).

Bureaucratic barriers to becoming officially identified as a person with a disability are
another reason for a lack of adequate data on their number. According to the Japan
International Cooperation Agency (JICA) (2002), in Uzbekistan, neither people with
congenital disabilities nor people with acquired disabilities can obtain a disability status
automatically. These groups have to go through a long bureaucratic process to prove that
they have disabilities. The process consists of two steps: first, people are placed in a
hospital to receive treatment and an official diagnosis. Second, those people who have
disabling conditions receive referrals to a Medical and Labour Expert Commission
(VTEK), which determines a category/grade of a disability. D. Yusupov (2018) points
out that administrative registers of VTEKS is the main source of information about the
number of people with disabilities in Uzbekistan. Yet, the information provided by
VTEKS is often not reliable. Many people with disabilities have either decided not to go
through this exhausting process to receive a disability status, or their disabilities were not

recognised by a VTEK.

A population census can be an effective instrument to collect trustworthy information
about people with disabilities and their experiences. According to the UNICEF (2014b),
censuses “are typically carried out every 10 years over the entire nation” (p. 11). In
Uzbekistan, the latest census was conducted almost 30 years ago (Scott & Mete, 2008).
Presumably, there were not enough human and financial resources to do it regularly.

However, in February 2019, the President issued the Decree “About the approval of the
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concept of conducting a population census in the Republic of Uzbekistan in 2022”. The
Presidential Decree also mentions vulnerable groups of people, including people with
disabilities. It states that reliable statistical information on vulnerable population groups

is necessary to enact effective social protection policies (Lex.uz, 2019).

A further reason for a lack of reliable data is intentional hiding or distortion of facts by
authorities. Narolskaya (2013) notes that in Uzbekistan data collection on disability issues
is a big problem and even ministries are reluctant to provide true data, as they do not want
to be punished for releasing the information, which can somehow diminish the country’s
prestige. This practice and attitude towards people with disabilities is inherited from the
Soviet times. Phillips (2009) states that historically throughout the Soviet Union people
with disabilities were invisible because the government tried to hide them to keep an
image of a welfare state where all people were able-bodied and healthy. “The politics of
exclusion and social distancing” characterised disability policy of that time (Phillips,

2009, para. 1).

Another reason why the Uzbek government intentionally reduced the official number of
people with disabilities may be that there are not enough financial resources in the state
budget to pay disability allowances. The government has changed disability registration
criteria reducing the number of people eligible for social support (Zagirtdinova, 2005).
Currently, the official number of people with disabilities in Uzbekistan constitutes 1.3%
of the total population (Japan International Cooperation Agency (JICA), 2002; United
Nations, 2015). This number is significantly lower than that in other countries, including
the post-Soviet countries. According to the World Health Organization and World Bank
(2011), the prevalence of disability in the world is about 10% and this number is growing
primarily due to the rapid aging of the population and the spread of chronic diseases.
Therefore, it is not likely that people with disabilities in Uzbekistan make up only 1.3%

of the population.

On the other hand, with regard to inclusive education, the government reported the
unrealistically high number of children with disabilities included in general schools in
comparison with their number in specialised schools and being home schooled.
According to the official data from the Ministry of Public Education, the number of
children with disabilities in general schools is 28,890; in specialised schools 18,600; and

assigned to home-based education approximately 10,000 (Education Sector Plan (ESP)
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of Uzbekistan 2019-2023, 2019). As we can see, the number of students with disabilities
in general schools is significantly higher than that in segregated settings, which is
questionable. First, due to the medical model of disability reflected in the national
disability-related legislation, education for children with disabilities remains largely
segregated, not inclusive (United Nations, 2019b). Second, these statistics seem not to
have been updated for a long time. The same numbers were reported in 2014 by the Uzbek
Society of Disabled People (2014), in 2013 by the Education Sector Plan for 2013-2017
(2013), and in 2004 by the Immigration and Refugee Board of Canada (2004).

The World Bank (2018) mentions the report of the Ministry of Health that provides even
more unrealistic data. According to the Ministry of Health, 56 percent out of 110,000
school-age children with disabilities (61,600 students) study in general schools; 18
percent (19,800) receive home-based education; 12 percent (13,200) study in specialised
schools; and 14 percent (15,400) are out of school. Based on this information, we can see
that two key agencies responsible for children with disabilities and their education and
wellbeing report different data at nearly the same time. Moreover, the Japan International
Cooperation Agency (JICA) and Ministry of Health of the Republic of Uzbekistan (2014)
jointly conducted a data collection survey on the health sector in Uzbekistan and provided
significantly different information on the percentage of children with disabilities by
various types of education: only 5,4 percent, representing around 1,600 to 1,700 students,
studied in general schools; 33,7 percent received home-based education; and 60,9 percent
attended specialised schools. Such a rapid increase from 5,4 percent to 56 percent in the
country with a strong Soviet legacy of defectology that only recently started disability

reforms seems hardly possible.

The data provided by other post-Soviet Central Asian countries seem more reliable. For
instance, in Kazakhstan, the percentage of children with disabilities receiving education
in a mainstream setting was 21 (UNICEF, 2014e). In Tajikistan and Kyrgyzstan, their
number represented 12 percent (World Health Organization & Ministry of Health and
Social Protection of the Population of the Republic of Tajikistan, 2015) and 0,9 percent,
respectively (Ministry of Education and Science of the Kyrgyz Republic, cited in
Cabar.asia, 2019). The relatively high percentage of children with disabilities included in
general schools in Kazakhstan can be justified. Despite many challenges, Kazakhstan is

arguably leading in the enactment of inclusive education practices in Central Asia because
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the country has prioritised inclusion since its independence (Makoelle, 2018). Another
reason might be that Kazakhstan has a stronger socio-economic situation than that of other
Central Asian states (Starr, Engvall, & Cornell, 2016). Therefore, the percentage of
children with disabilities in general schools in Uzbekistan, which is more than two times

higher than that in Kazakhstan, is highly questionable.

The World Bank (2018) posits the main reasons why in Uzbekistan, data on education in
general and education for children with disabilities, in particular, are questionable.
Amongst these is the legacy of central planning and control. During the Soviet times, all
major decisions in education and other spheres, including data collection and utilisation,
were the sole prerogative of Moscow. Therefore, “Uzbekistan’s education system lacks a
data culture” (p. 96). Another identified reason is a lack of coordination between agencies
responsible for data collection. Currently, seven major agencies collect data related to
education. They collect data separately, using different methodologies, which leads to a
lack of comparability and limited applicability of that data. Moreover, key indicators to
measure educational efficiencies, such as dropout rate and completion rate, are not
applied in Uzbekistan at all. These all lead to poor data quality, which significantly
restricts any improvements towards the education of children with disabilities.

2.9 Disability and Poverty

Poverty amongst people with disabilities has been briefly referred to above. There are
strong linkages between poverty and disability and that relationship has long been
recognised (Abidi & Sharma, 2014; Banks, Kuper, & Polack, 2017; Groce, Kett, Lang,
& Trani, 2011; Singal, 2011). The poor may become disabled through malnutrition, lack
of relevant healthcare, and sanitation. Conversely, disability increases exposure to
poverty due to high costs and limited access to the labour market and education (Emmett,
2005). Poverty and disability reinforce each other contributing to the greater exposure of
vulnerable groups of people to suffering. Elwan (1999) suggests that people with
disabilities comprise 15 to 20 percent of the total estimated population of poor people.
Batavia and Beaulaurier (2001) states, “These individuals, who have virtually no financial
reserves and extremely limited earning potential, have no financial ‘cushion’ to help
absorb short-term shocks, are at high risk of poverty” (p. 140). Thus, the majority of them

are more likely to live at or below the poverty line.
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Research indicates that the cost of disability is a significant issue. The financial burden
incurred by families who care for children with disabilities is very substantial (Loyalka,
Liu, Chen, & Zheng, 2014; Parish & Cloud, 2006). Those families cannot maintain
their standard of living and quality of life as households without them. There is a wide
range of expenses associated with disability: medications, assistive technology, essential
services, and transportation for some of them. Dobson and Middleton (1998) suggest the
cost of taking care of a child with a disability is two or three times that of a child without
a disability. They note, “Most parents cannot meet the levels of spending implied and for
many the gap between the budgets and their weekly income is insurmountable” (p. 3). To
cover the needs of a child with a disability, parents often either go into debt or cut their

expenditures.

Another issue is that families who have children with disabilities often live on a single-
income because one of the parents often stays at home with a child. Not many women
can work. Based on the statistics provided by the HM Treasury (2004), only 3 percent of
mothers with children with disabilities in Great Britain work full time and only 13 percent
work part-time. Even when two parents work, at least one of them needs to work reduced
hours to provide on-time care. If a child goes to school, many parents cannot afford
afterschool care (Wynd, 2015). In rare cases, when they can find suitable childcare, it is
usually more expensive than for children without disabilities (Dobson & Middleton,
1998). However, the costs associated with care, are often overlooked by national welfare
policies (Anderson, Dumont, Jacobs, & Azzaria, 2007). These authors note that the costs
and circumstances influencing these costs have to be understood from a policy

perspective.

The Uzbek government allocates over 40 percent of the annual budget (which comprises
15 percent of the GDP) to support vulnerable people (Japan International Cooperation
Agency (JICA), 2002). The Constitution of the Republic of Uzbekistan (1992) (Article
39) states that those who are not able to work are entitled to allowances that have to be at
least equal to a minimum wage. In addition, children and adults with disabilities receive
free medical services in state clinics and rehabilitation centres and tax exemption.
Yuldashov (2012), a researcher at Tashkent State Institute of Law, argues that social
welfare policy in the country aims to guarantee social and economic rights to people in

need with a focus on “labor, education, health care, provision of necessary goods” (p.
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186). Indeed, people with disabilities formally have access to 12 types of cash transfer
and 28 benefits (United Nations, 2019a). This may seem to indicate that they are socially

protected but it is far from their reality.

Disability allowances in Uzbekistan are unrealistically low (Japan International
Cooperation Agency (JICA), 2002; Katsui, 2005). Therefore, many people with
disabilities rely financially on relatives or simply struggle trying to make ends meet. One
of the participants of a UNICEF study mentioned the support of other people, “My mom
has to post requests in social media to raise funds. And also relatives and friends try to
help, because they know about our situation. Without this help we would not be able to
live, my disability allowance and father’s salary are not enough” (United Nations, 20193,
p. 113). Regular financial dependence leads to another problem: people with disabilities
lose their self-worth. One of Katsui’s participant said, “I’m dependent on my parents and
it’s very embarrassing at my age because my pension is enough only for the utility”
(Katsui, 2005, p. 68). People with disabilities often blame themselves due to the fact that

their families live in financial hardship because of them.

There is no official estimate of the optimal size of a disability allowance in Uzbekistan.
Dobson and Middleton (1998) proposed that in the UK depending on a child’s age and
type of disability he/she has, benefits should be increased by 20-50 percent. The situation
in Central Asia countries and other developing nations would seem to be much worse.
The participants of the above-mentioned research of Katsui (2005), argued that they
needed 10 times of the amount of pension to cope with the disability-related costs in

addition to basic daily expenses.

The integration of people with disabilities in economic activities is another major
challenge. According to the United Nations (2007), in developing countries, 80 to 90
percent of people with disabilities (in the working-age group) remain unemployed; in
developed countries, the figure is in the range of 50 — 70 percent. Limited employment
opportunities for people with disabilities cause significant problems for both national
economies and people themselves. If people with disabilities are not involved in the
labour market, a country loses productivity gains and economic returns while at the same

time it has to increase social benefits to support the people concerned (Fuchs, 2014).
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The Uzbek legislature guarantees employment for people with disabilities. Article 37 of
the Constitution of the Republic of Uzbekistan (1992) states, “Everyone has the right to
work, to free choice of employment, to fair conditions of work and protection against
unemployment in the procedure specified by law”. Amongst other measures undertaken
to secure jobs for people with disabilities is tax exemption for enterprises owned by public
associations of persons with disabilities. A job quota, requiring any company to employ
at least 3 percent of people with disabilities if its workforce exceeds 20 people, has also
been introduced. If companies violate this employment legislature, they are fined (Uzbek
Society of Disabled People, 2014).

Despite these protective measures, many people with disabilities remain unemployed.
The medical assessment system designed to determine the degree to which a person’s
abilities to work are limited is one of the main reasons for that. A Medical-Labor
Commission decides whether people with disabilities are capable, of limited capacity, or
fully incapable of work (USAID, 2009). The system is very subjective because many
medical professionals do not consider social factors and the professional skills of people.
It is fully conceivable that even persons with significant physical disabilities, such as
cerebral palsy, could make an important contribution to business, science, technology,
etc. in today’s technological environment. Professor Stephen Hawking, an English
theoretical physicist and cosmologist, has provided the world with a graphic example of
this principle. Baldwin and Johnson (1994) also note that depending on a type of disability
an individual can fulfill certain functions effectively: “A blind person might find it
difficult to operate a crane but might face no productivity impediment as a phone operator”
(p. 7). Following the Uzbek legislation, a medical-labor commission has to involve social
workers and vocational rehabilitation professionals to make more objective decisions.
However, it is practically impossible due to a lack of such specialists (Uzbek Society of
Disabled People, 2014).

There are other reasons why many people with disabilities worldwide cannot work. Many
such adults find it difficult because not all employers are ready to develop inclusive
practices at their companies. Yeo and Moore (2003) state that employers often do not
even consider people with disabilities as potential employees. They believe that
employees with disabilities are less productive and need more support. They can be

employed if there are some added incentives, for instance, acceptance of low salaries and
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fewer benefits. Groce et al. (2011) add that in developing countries people with
disabilities are often self-employed or work in their households doing unpaid jobs, such
as taking care of children or working in a family shop. In both cases, they are financially

insecure: they do not receive welfare benefits or unemployment benefits.

People with disabilities, who are employed, still face barriers, such as inaccessible
buildings and non-inclusive environments. They often experience the negative attitudes
of co-workers at their workplace associated with fear, ignorance, misunderstanding, and
stereotyping (Brostrand, 2006; Schur, Kruse, & Blanck, 2005). Such attitudes “affect the
socialization of new employees with disabilities, and limit their ability to become fully
accepted and well functioning insiders” (Schur et al., 2005, p. 11). Thus, employees with
disabilities often feel unwanted and uncomfortable in their workplace. This might affect

their willingness to work and reduce productivity.

Abidi and Sharma (2014) note that employment is directly linked to other key factors,
such as education, accessibility, communication, and policies. It clear from numerous
examples around the world the majority of people with disabilities can be employed but
as the above writers note, education is a critical factor in employability. Clearly, they can
only acquire this education if educational institutions are accessible and relevant
information is available. Employment, education, and accessibility are possible only with
appropriate policies. Therefore, a low employment rate amongst people with disabilities
cannot be considered in isolation from other factors. However, Filmer (2008) notes that
education is the most important factor. If the low educational attainment of people with
disabilities can be addressed, they will not suffer from poverty any longer.

In Uzbekistan, as noted previously, the vast majority of children and young people with
disabilities remain segregated throughout all levels of education, including vocational and
higher education. According to the Uzbek Society of Disabled People (2014), children
and young people with disabilities in Uzbekistan are denied equal opportunities for
quality education. There are only four specialised colleges in Uzbekistan and these
colleges offer a limited number of professions. If young people with disabilities aspire to
another profession, they need to go to regular colleges, but this is often unrealistic for
them. First, they have to enter colleges on a general basis, which is difficult for many of
them because they cannot compete with their non-disabled peers academically. Second,

as the Uzbek Society of Disabled People (2014) notes, there is no accessible infrastructure
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there. Those who want to study at higher educational institutions encounter the same
obstacles, but the situation there is worse because of the high cost of education. Many
children and young people with disabilities come from low-income and large families. In
such families, the parents cannot afford to pay for the education of all their children. Due
to these reasons, the number of educated young people with disabilities is decreasing
every year in Uzbekistan and they are becoming less competitive for the labour market
(Uzbek Society of Disabled People, 2014). These barriers affect prospects of these people

for education and further employment and need to be addressed.
2.10 Summary

This chapter has presented an overview of international literature that lays the foundation
for conceptualising inclusive education and forms a basis for the current research. The
chapter has discussed interpretations of the term ‘inclusive education’ and related
concepts that often vary from country to country, depending on their historical, cultural,
and ideological contexts. The chapter has also explored numerous discourses circulating
around the inclusion of children with disabilities in regular schools. Some scholars
consider inclusive education both unrealistic due to a variety of students’ medical
impairments and paternalistic due to being mandatory for those parents who prefer a
specialised institution for their children. Other disability proponents believe that inclusive
education is a social justice matter. Students with disabilities were excluded from equal
educational opportunities for a long time and now they must have a right to be educated

alongside their typically developing peers.

Even though inclusive education remains a contested area, many developing countries are
attempting to enact this model of education and end discriminatory practices. Uzbekistan
and other developing nations have accomplished several inclusive education projects and
made certain attempts to prepare teachers, parents, and community members to support
inclusive education initiatives. Despite these efforts, the vast majority of children with
disabilities in these countries remain segregated. The chapter has offered a critical review
of the major barriers to successful inclusion these nations have encountered. The common
barriers include inadequate teacher preparation, the lack of parental involvement, the
limited participation of NGOs in disability-related policies, social stigma, the absence of

valid and reliable disability statistics, and poverty.
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CHAPTER THREE
METHODOLOGY

The chapter outlines the research design of the study. In the first part of the chapter, an
overview of qualitative research and exploration of phenomenology as the research
methodology used for disability study are discussed. The theoretical framework that
includes two critical notions of the social model of disability and human rights is
presented. Further, the instruments, used in this research and the participant groups are
outlined. This is followed by an explanation of the data gathering and analysis processes.

The ethical considerations taken into account for this study are also presented.
3.1. Qualitative Research

3.1.1 Characteristics of qualitative research

Denzin and Lincoln (2005) define qualitative research as a multimethod with a
naturalistic approach to the subject being researched. Qualitative research allows a
researcher to become familiar with a problem or concept and possibly generate a
hypothesis to be tested (Golafshani, 2003). It means that objects are studied in their
natural settings, which allows a researcher to gain deeper insights into and understanding
of phenomena under investigation. A natural setting also helps a researcher to interpret
objects in relation to the meanings people bring to these objects.

The key characteristic of qualitative research is that all instruments for data collection
have to be designed by the researcher. He/she cannot rely on instruments developed by
others. Within a qualitative research framework researchers are the authors of their own
research processes, starting from developing research questions and ending with writing
a story (Brantlinger, Jimenez, Klingner, Pugach, & Richardson, 2005). A further
important characteristic of qualitative research is that it is inductive. When an inductive
approach is taken, it is expected that a new line of abstraction should emerge from the
data. This is also referred to as a “bottom up” principle, where a researcher organises “the
data inductively into increasingly more abstract units of information” (Creswell, 2013, p.
45). Consideration of the possibility of obtaining a holistic account of the phenomena is
another characteristic of qualitative research. Within a qualitative study, a larger picture
of the issue is developed. To do so, multiple perspectives are involved. While analysing

those perspectives, a researcher is not concerned about examining cause-and-effect
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relationships amongst them, but rather identifying complex interactions within and
amongst the accounts gathered (Bogdan & Biklen, 2003; Creswell, 2013).

3.1.2 When is a qualitative research study useful?

Creswell (2013) suggests that qualitative research is suitable when a researcher needs “to
study a group or population, identify variables that cannot be easily measured, or hear
silenced voices” and when there is a need for “a complex, detailed understanding of the
issue” (p. 48). This is very pertinent to my study because people with disabilities in
Uzbekistan and other Central Asian countries have been an unseen/unheard population
for a long time (Katsui, 2005). Therefore, their unique experiences, the struggles they
have been through and the thoughts, feelings, and beliefs they had would be of particular
value. While quantitative research has advantages over qualitative research in certain
contexts, it is generally considered less effective in capturing the unique lived experiences
of individuals. Brantlinger et al. (2005), who researched the use of the qualitative methods
in special education, note that descriptive information in qualitative studies contributes to
a better understanding of people with disabilities and those who are in relation to them,
for instance, their family members, teachers, or colleagues. As these researchers remark
“qualitative designs... can explore the nature and extent to which a practice has a
constructive impact on individuals with disabilities, their families, or on settings where
they tend to work, reside, or be educated” (p. 196). A qualitative research study helps to
find answers to questions about the meaning and interpretations of the people’s lives and,

therefore, makes it a strong option to investigate disability issues (Hartley & Muhit, 2003).

Quantitative studies require numerical rather than descriptive information in the form of
variables. This research does involve a small quantitative dimension, represented by six
survey responses from major non-governmental organisations working in a disability
field in Uzbekistan. Initially, individual semi-structured interviews were planned for these
participants. At a later stage, it was decided to design a questionnaire for the NGO group
to allocate more time for interviews with teachers, parents, and government officials.
Survey questions were designed with an emphasis on the specifics of NGO practices.

However, the design of this study is primarily qualitative.

Qualitative studies encompass different types of qualitative research designs, such as
grounded theory, ethnography, case study, and phenomenology. Phenomenology has
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been chosen to study the social phenomenon that is inclusive education. What
phenomenology means and how this notion is used for the purposes of this study is

explored below.
3.2 Phenomenology

Phenomenology is a qualitative research method, which is popular in the social and health
sciences (Borgatta & Borgatta, 1991; Creswell, 2013). According to Sokolowski (2000),
“phenomenology is the study of human experience and of the ways things present
themselves to us in and through such experience” (p. 2). It is based on the work of
Edmund Husserl (1936-1970), a German philosopher and founder of this philosophical
movement. He insisted that phenomenology should be based on consciousness rather than
empirical evidence (Kockelmans, 1967). Thus phenomenology aims to investigate the
nature of a phenomenon: not to explain it but describe as it appears in human
consciousness (Aagaard, 2017).

A central issue raised by phenomenology is subjective (or existential) truth, which helps
to understand individual phenomena (Bolton, 1979; Brown & Cordon, 2009; Koopman,
2015). Bolton (1979) states that we are very focused on objectivity, trying to collect “the
information that lies outside the range of our personal concern” (p. 246). However, as he
suggests, “subjective truth, on the contrary, has to do with the moral stance I am to take
in the world in the light of what it means to be human” (p. 246). Two decades later, Lester
(1999) notes that a phenomenological research study attempts to collect information and
the perceptions of people through qualitative methods, and then to understand their
subjective experiences by gaining insights into their actions. In this view conventional
wisdom is put aside. More recently, Koopman (2015) points out that people taking part
in research should be viewed as “subjective epistemological beings” whose experiences
should be learned without presuppositions, existing beliefs, and judgemental knowledge
(p. 3). Thus, subjective experience, the cornerstone of a phenomenological approach, is
central to human existence but one that has been downplayed by objectivity and the

prevalence of naturalistic approaches in modern sciences.

These ideas suggest that phenomenology is an effective research tool to investigate
disability issues. According to Paterson and Hughes (1999), previous disability studies

could not address issues experienced by people with disabilities because they presented
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an impaired body “as a passive recipient of social forces” (p. 597). Similarly, Oliver (1990)
notes that throughout the twentieth century health professionals rarely perceived people
with disabilities as ordinary people. They treated people with disabilities as less than
human. Therefore, sociology of impairment is needed and “phenomenology seems to
embody a stronger case than other theoretical candidates - notably post-structuralism - in
the running to establish a sociological agenda for impairment” (Paterson & Hughes, 1999,
p. 598). In phenomenology, the experiences of people with disabilities are viewed from
the perspective of ‘a social life’ where cultural constructions of disability and impairment
are considered through the body, and through the social actions, these constructions
embody.

3.2.1 Bracketing

An important characteristic of phenomenology is bracketing. Bracketing refers to a
methodological device requiring a researcher to put aside his/her beliefs and experiences
related to the phenomenon being investigated (Carpenter, 2007). Ahern (1999) states that
bracketing gives more validity to the data collection because it helps a researcher not to
look at the phenomenon through their values, beliefs, and knowledge but describe only
participants’ experiences. Moreover, Tufford and Newman (2010) point out that
bracketing helps a researcher reach a deeper level of understanding of a phenomenon and

reflection throughout the research process.

However, these scholars contend that the process, when bracketing is used, is not fully
understood. In their work they discuss several major issues related to bracketing: the
absence of a precise definition of bracketing and its elements; disagreement among
scholars on when bracketing should be used; who should be involved in bracketing: a
researcher, a participant, or both; and how to conduct bracketing. Each of these issues

will be further discussed in more detail.

Researchers and philosophers define the term ‘bracketing’ differently, which can make
the whole research process more complicated. For instance, according to Gearing (2004),
bracketing is a “scientific process in which a researcher suspends or holds in abeyance
his or her presuppositions, biases, assumptions, theories, or previous experiences to see
and describe the phenomenon” (p. 1430). Fischer (2009) refers bracketing to “an

investigator’s identification of vested interests, personal experience, cultural factors,
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assumptions, and hunches that could influence how he or she views the study’s data” (p.
583). Drew (2004) defines ‘bracketing’ as “the task of sorting out the qualities that belong
to the researcher’s experience of the phenomenon” (p. 215). As seen from the above
definitions, the term ‘bracketing’ includes different elements, such as beliefs, knowledge,
experiences, assumptions, interests, values, and biases. With the lack of a precise
definition for each of these elements, researchers may not distinguish them and consider
all of them as one homogeneous group. Yet, the absence of a precise definition allows
researchers to explore their own ways to identify their biases and preconceptions and to

develop more suitable approaches to bracketing them (Starks & Trinidad, 2007).

Another issue is that scholars differ in their views at the point at which bracketing should
take place. Some believe it should be limited to the analysis phase, not while interviewing
participants (Giorgi, 1998). Others believe a researcher should use bracketing during the
entire research process (Rolls & Relf, 2006). Those advocating for this practice point out
that the different research stages are connected, and that any prejudices and biases arising
at one stage will ultimately impact on the final results. Fischer (2009) also contends that
in qualitative research bracketing should continue throughout the entire process. It allows
a researcher to constantly identify assumptions and “check to see whether one is imposing
meanings on the data to see what other meanings might appear” (Fischer, 2009, p. 584).
The arguments here seem persuasive in maintaining that the use of bracketing as an
ongoing process helps to avoid biases and to find opportunities to make important

meanings more evident.

Who should bracket preconceptions: a researcher, participants, or both? This is another
tension in phenomenology. Most of the literature indicates that it is a researcher’s
responsibility. However, Crotty (1996) states that bracketing should be done by a
researcher as well as participants. This approach may constitute a problem because a
researcher does not know when participants brackets their assumptions. Additionally, if
participants bracket their preconceptions, they may not disclose their honest opinion
knowing the focus of interview (Tufford & Newman, 2010). To avoid these issues, a
researcher has to be very explicit about bracketing so others participating in research can
understand all processes and its conditions and requirements. For that purpose, Crotty
(1996) recommends including a clause about explicitness in a written form and making

the whole process of bracketing transparent for everyone involved.
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There are several methods to conduct bracketing. One is writing memos during the entire
data collection process. Memos allow researchers to see their information in a useful
visual way and reflect their feelings about research endeavours (Cutcliffe, 2003). Memos
can be in the form of theoretical notes, methodological note or observational comments
(Tufford & Newman, 2010). Memos are usually written out and put aside for a later
examination of possible biases (Brink, 1998). Yet, Brink (1998) noted that that this
method can be useful “only to the extent that the researcher can see his or her own biases”

(p. 314). As biases are often unconscious, other methods can be used to seek out them.

Another method is reviewing the research data with other professionals, for instance a
non-supervisor or research associate, who can listen to or read an interview and reveal
and explain some hidden information in it (Brink, 1998; Tufford & Newman, 2010). It
increases a researcher’s clarity of a topic being studied and helps him/her better
understand a phenomenon. Engaging with other professionals can be formalised through
scheduling official meetings and offering payments. If outside sources are involved, a

confidentiality agreement should be signed before information is disclosed.

Many experts recommend keeping a reflexive journal as one of the most effective ways
to reflect on research steps (Ahern, 1999; Bagnato, Dimonte, & Garrino, 2013; Ortlipp,
2008; Watt, 2007). In a reflexive journal, a researcher can write down his/her reasons for
undertaking research, assumptions, feelings, conflicts if any, and other relevant
information important for a researcher. For instance, Watt (2007) states that journal
entries made during a pilot study allowed her to see where she was and how she came to
this stage and better understand connections between a theory and practice. Every
researcher needs to decide what method is the most appropriate for his/her particular area
of investigation. Of course, a researcher can combine the above-mentioned methods.

These can complement each other and make data richer and more valuable.
3.2.2 Reflexivity

Even though a researcher may be committed to being non-judgemental, his/her social and
cultural background is always present and affects an initial understanding of a situation
(Padilla, 2003). In this case, reflexivity can be used as a tool to ensure the trustworthiness
of research. According to Shacklock and Smyth (1998) reflexivity includes the revelation

of researchers: “The conscious revelation of the role of the beliefs and values held by
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researchers in the selection of research methodology for the generation of knowledge and
its production as a research account” (p. 7). Although the terms ‘reflexivity’ and
‘reflection’ are often used as interchangeable in academic literature, there is a significant
difference between them. According to Finlay (2002), reflexivity is about a continuing
and dynamic process while reflection is more about a distanced process that takes place
after the event occurs. Another explanation is provided by Shaw (2010) who refers to
Wooglar (1988) and his differentiation of these two concepts. From the perspective of
Wooglar (1988) reflection is more concerned with process and verification to ensure that
participants are represented “in their “true” light” (p. 234). Reflexivity involves
evaluation of the self; it means that a researcher needs to reflect on his/her assumptions
and preconceptions that may affect the results. However, reflexivity is the process of
examining not only oneself as a researcher but also the research relationship. It examines
the relationship of a researcher to a participant and how that relationship affects a

participant’s responses.

With the use of reflexivity a problem in research can be transformed into an opportunity.
Researchers investigating disability-related topics should anticipate hearing many
emotionally hard stories during their data collection process. Researchers are often “not
immune to emotional experiences in the field” (Hubbard, Backett-Milburn, & Kemmer,
2001). They may feel that they cannot stop themselves from becoming involved by
conveying empathy and understanding. It may help researchers build a rapport with the
interviewees without losing objectivity. Hubbard et al. (2001) note that empathy and
understanding are essential social skills and if used appropriately, they indicate respect in

relation to respondents.

Yet, as Finlay (2002) states the process of reflexivity is complicated: “Taking the
threatening path of personal disclosure, the researcher treads a cliff edge where it is all
too easy to fall into an infinite regress of excessive self-analysis at the expense of focusing
on the research participants” (p. 532). She contends that sometimes researchers can be
overwhelmed with their thoughts and emotions. To manage emotions, a researcher should
be aware that emotional distress is a natural part of research. A researcher should also
have research fellows or friends with whom he/she can discuss what they emotionally go
through (Hubbard et al., 2001). Keeping a personal diary can be a good medium to cope

with emotions too. Putting thoughts and feelings on paper usually allow researchers not
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only to become more in tune with emotions but also to see a picture clearly and set further
goals (Clarke, 2009). These two simple strategies (talking to a research fellow and
keeping a diary) may help researchers avoid strong emotional distress and continuing

reflexive analysis.
3.3 Theoretical Framework

3.3.1 Social model of disability and human rights

The human rights framework along with the social and medical models of disability have
been outlined in the Introduction. These two models are most frequently mentioned in
comparison to several other models that have been defined and practised over the last few
years. The medical model is focused on disability as a physical defect of a person, while
the social model is focused on how obstacles existing in the society view disability by
preventing people having those disabilities from equal opportunities (Bgttcher &
Dammeyer, 2012; Llewellyn & Hogan, 2000; Matthews, 2009; Oliver, 2013). Thus, the
social model and human rights for children with disabilities - two important notions
sharing fundamental similarities - are chosen as a conceptual framework for my research.
Below | discuss these notions and their importance for the development of inclusive

education.

The social model was theorised by Mike Oliver, a scholar with a disability. According to
Oliver (2013), the idea of the social model of disability arose from the Fundamental
Principles of Disability published in the 1970s and based on the assumption that disability
is an outcome of social organisation, not of physical pathology. The purpose of the social
model is to deconstruct the individual model of disability taking into account the
experiences of people with disabilities and their understanding of disability. The social
model is also aimed at addressing the issues of discrimination and marginalisation while
promoting more equity and critiquing barriers developed by society for people with
disabilities (Terzi, 2004).

In contrast, the medical model approaches problems from a perspective of individual
deficit (Shakespeare, 2006). Disability according to the medical model is a serious
problem to a person fully participating in social, economic, political, or cultural life.
Siebers (2008) states that the idea of being defective comes from the environment, not

from the body. The environment includes not only the physical environment but also
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cultural, economic, institutional, and educational practices. Degener (2016) shares the
same point of view, “Even in a society without barriers and other forms of discrimination,
people need social, economic, and cultural rights. People need shelter, education,
employment or cultural participation” (p. 5). Thus, the social model views disability as a
socially constituted phenomenon because all these factors make the life of people with
disabilities meaningful.

Similar to other post-Soviet Central Asian countries, Uzbekistan has inherited the Soviet
approach to adults and children with disabilities with a strong focus on medicalisation
(Katsui, 2005; Rouse & Lapham, 2013). The United Nations (2019b) also notes that in
Uzbekistan “Disability is defined using medical and charity models rather than the
UNCRPD’s rights-based, enabling perspective” (p. 9). Children with disabling conditions
are pitied but denied their rights to quality education in a mainstream setting, further
employment, and social relationships. Many of them still face public prejudice, social
rejection, and restrictive legislation. Therefore, the social model is considered a
foundational principle for a rights-based approach to disability policies, including

educational policy (Peters, 2007).
3.3.2 Social model of disability in education

Peters (2007) outlines four main assumptions of inclusive education that are consistent
with the social model of disability: diverse needs of students; the responsibility of general
schools to meet those needs; availability of relevant conditions (flexible curriculum, an
accessible environment, qualified teachers); and a partnership between a general school
and community to grow full-fledged members of the society. Therefore, adopting the
social model of disability and applying it in the inclusive setting require educators to shift
their focus from a deficit perspective to understanding and embracing differences to

support a diverse range of students’ abilities (Department for Education and Skills, 2001).

The UK Special Educational Needs Code of Practice (SEN CoP) of the Department for
Education and Skills (2001) also promotes the social model to support students with
disabilities in general classes. The SEN CoP sets out the similar fundamental principles:
children with special educational needs should have their needs met; children’s needs
should be met in a mainstream setting; the views of children with special needs should be

sought and taken into account; parents of special needs children should be recognised
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important in supporting their child’s education; children with special needs should have
full access to relevant education, including appropriate curriculum. All these principles
and factors help professionals working with children with disabilities gain a better
understanding of them as individuals which would not be possible if the medical model
of disability was informed by policy and practice. The document also considers key
factors to help SEN students succeed, such as organising early intervention practices,
allocating necessary resources, taking multidisciplinary approaches in problem-solving,
conducting regular monitoring activities, and establishing partnerships with all other

parties involved.

A collaborative approach plays an important role when the social model is practised in
mainstream schools. School authorities, teachers, parents, medical practitioners, and
representatives of social services should be involved in the learning and development
processes of disabled children to meet their needs. Each of these stakeholders represents
an important part of the whole mechanism to develop and promote a practice of inclusion.
Yet, that partnerships can be successful only if all stakeholders have common values as a
foundation and a clear understanding of shared objectives, their roles, and responsibilities
(Department for Education and Skills, 2001).

3.3.3 Human rights for children with disabilities

It has been stated that children’s right to inclusive education has been increasingly
recognised and supported by international law in recent years. As stated by UNICEF
(2007b), the right to education is recognised without discrimination on any grounds,
including ethnicity, gender, disability, social status, and other aspects of identity. The
most widely ratified human rights treaties related to education for children with
disabilities briefly mentioned in Chapter One are the UN Convention on the Rights of the
Child (CRC) and the UN Convention on the Rights of Persons with Disabilities (CRPD).

The CRC became the first human rights treaty that included disability as a ground for
protection from discrimination (Lansdown, 2012). The convention has been ratified by
191 countries including all CEE/CIS countries. The CRC encourages countries to protect
the rights of children and provide all possible opportunities for their development. The
treaty emphasises the right of the child to “the full and harmonious development of his/her

personality, should grow up in a family environment, in an atmosphere of happiness, love
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and understanding” (Convention on the Rights of the Child, 1989, p. 1). The CRC
contains 54 articles that are based on four main principles: children have to be treated
without discrimination; government policies should determine and serve the best interests
of children; children should develop to their full potential; and children’s views are crucial

and need to be heard. Some of these articles will be referred to throughout this research.

Two articles in particular, are relevant to children with disabilities and their education.
Article 2 states that no child can be discriminated based on his/her “race, colour, sex,
language, religion, political or other opinion, national, ethnic or social origin, property,
disability, birth or other status”. Article 23 precisely addresses the right of children with
disabilities to education that promotes their full social inclusion. Recognizing the special
needs of children with disabilities, they need to be provided with quality education,
training, and other services needed for their development. The CRC emphasises the
preparation of children for independent life in society. Therefore, the treaty requires the
states to create conditions for children to prepare them for further employment and
recreation opportunities in a manner that helps them reach social integration and personal
development (Convention on the Rights of the Child, 1989).

The CRPD is an international disability treaty that recognises the rights of people with
disabilities and embraces the idea of the social model of disability (Harpur, 2012). The
CRPD is considered a framework for the development of policies to ensure and protect
the rights and dignity of people with disabilities. The general principles of the Convention
are respect for dignity, autonomy, and independence of people with disabilities; non-
discrimination; participation and inclusion in the society; respect for difference; equality
of opportunities; accessibility; equality between men and women; and respect for the
capacities and rights of children (Convention on the Rights of Persons with Disabilities,
2006, Article 23). According to the UNICEF (2007a), the CRPD lay a totally new
foundation to reconsider the situation with people with disabilities and creating
opportunities for their inclusion in society.

Although Uzbekistan signed the CRPD more than 10 years ago, it has not ratified it yet.
As the Equal Rights Trust (2016) notes, “Failure to ratify the CRPD... represents the most
notable gap in Uzbekistan’s international legal obligations related to equality” (p. 32).
However, during the decade, the Convention and its significance have been introduced

and promoted in Uzbekistan by the international development community through
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conferences and workshops. Recently, a lengthy procedure towards the ratification of the
CRPD has been started following the new Presidential Decree (United Nations, 2019b).
As the Uzbek government has initiated this important process, there is a need for more
information and understanding of ways in which disability policies, including inclusive

education policy and programmes, can be developed in full compliance with the treaty.

Inclusion within the CRPD promotes the transition from segregated schools to general
schools with the provision of necessary support. The main principles of inclusion are
accessibility, availability, acceptability, and adaptability (United Nations, n.d.).
Accessibility means that general schools and programmes used there must be accessible
for persons with disabilities, including both physical and economic access. Moreover,
educational institutions and programmes have to be available, especially for those who
live in distant areas. Acceptability is related to the special provision, for instance, studying
materials and language of instructions. The concept of adaptability is about flexibility to
meet the needs of students with disabilities. It mainly includes necessary support services

and accommaodation.

To initiate a better realisation of rights, the CRPD has introduced additional obligations
for governments to ensure inclusive education at all levels and the removal of all barriers
preventing children with disabilities from receiving quality education in a mainstream
setting (Convention on the Rights of Persons with Disabilities, 2006, Article 24).
According to Article 24, governments have to ensure that children with disabilities are
not excluded from general schools, they can access inclusive quality education on an
equal basis with others, they are provided with the necessary accommaodation, and receive
support at general schools to develop both academic and social skills. Governments are
also responsible for taking measures to employ qualified teachers, including teachers with
disabilities, and organise professional development training to improve their
qualifications. Training should be focused on the development of educational techniques,
materials, and communication means as well as the promotion of disability awareness
(United Nations, n.d.).

Relying exclusively on either the CRC or CRPD would not be enough to remove
discrimination against children with disabilities because these treaties have different
focuses. The CRC provides an understanding of the holistic nature of the children’s rights

without being focused on achieving equality in relation to another group of children
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whose rights are fulfilled. The CRC aims to establish recognition of the rights of all
children, including those who have disabilities, and responsibility for their fulfillment.
The CRPD is specifically focused on children with disabilities and elaborates detailed
obligations for governments to ensure that they enjoy their rights without discrimination,
on an equal basis to others (Lansdown, 2012). When combined, these Conventions are
mutually reinforcing and can be effectively used to strengthen advocacy in respect of

children with disabilities.
3.3.4 Differences between the social model of disability and CRPD

There is a difference between the social model of disability and the CRPD. While the
social model explains disability, the human rights model promotes the values for the
development of disability policies (Degener, 2016). This researcher states that “Only the
human rights model can explain why human rights do not require absence of impairment”
(Degener, 2016, p. 3). It means that there are no factors that can influence the human
rights of a person, including his/her health conditions. The human rights can be called
unconditional, i.e. they cannot be granted or taken away from an individual. This is the
main idea of the CRPD. The social model of disability also acknowledges the rights;
however, it is mainly based on social relations in society around disability and inequality
(Finkelstein, 2007).

Another difference is identity politics. As it was mentioned above, the social model of
disability has been criticised for not considering the identities of people with disabilities
(Degener, 2016; Humphrey, 1999; Shakespeare, 1996). In this regard, the human rights
model provides a bigger space for minorities. Degener (2016) states that identity in the
context of disability plays an important role. In addition to gender, race, age, religion, etc.,
identity relates to categories or types of disabilities, for instance, deaf people have their
own culture, which can hardly be understood by those who are outside the deaf
community (Ladd, 2003). Humphrey (1999) also emphasises the significance of identity
within a larger social unit: “At the level of the community, groups of people self-defining
as disabled or gay are likely to adorn themselves with the mantle of ethnicity, as they
carve out their own social institutions, elaborate their own cultural artefacts, celebrate

different ways of being, doing and relating, and socialise newcomers into such traditions”
(p. 182).
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There is a further difference between the human rights model and the social model. The
human rights model recognises the factors experienced by people with disabilities, such
as pain, early death, and worse life qualities due to their impairments (Degener, 2016).
These factors have to be considered when social justice theories are developed or used.
According to Morris (1991), the social model does not acknowledge these and insists that
all these factors are socially constructed. Morris (1991) does not deny the importance of
considering social barriers in the context of disability but she insists that limitations
caused by impairments have to be taken into account because they are a part of human
diversity. Oliver (1996), however, states that the social model does not ignore personal
impairments. It attempts to find solutions through reconsidering social factors rather than

simply using medical treatment.

All these differences demonstrate the essence and importance of the CRPD. According to
Harpur (2012), the CRPD provides a new framework for Disabled People’s Organisations
(DPOs) to empower them by involving them in a convention process. Before this treaty,
people with disabilities were protected by other human rights conventions. However, they
were mainly nominal. The CRPD creates a new rights discourse, empowers civil society
organisations, and makes human rights more obtainable for people with disabilities than
they were in the past (Harpur, 2012).

The exclusion of children with disabilities from education is often justified because their
abilities to participate in the educational process and benefits from it are questioned. Such
attitudes create wrong assumptions and beliefs among people, including those who are
directly related to children with disabilities, namely educators and parents. It significantly
hinders the enactment of inclusive education. Therefore, the social model of disability
and human rights are critical for the development of inclusive education as they both are
focused on eliminating barriers and prejudice around people with disabilities as well as

enforcing their rights (United Nations, n.d.).

3.4 Methods

A questionnaire and individual semi-structured interviews were the two methods
employed in the data collection for this study. Step one involved a web-based
questionnaire for representatives of major disability-related organisations. Step two

involved interviews with parents of children with disabilities, teachers working with
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students with disabilities, and government officials. | also planned to involve step three -
a focus group for children and young people with disabilities based on a trigger material
(a video). My purpose was to obtain insights into what they know and think about
inclusive education through discussion and debate. However, | was not able to do this,
although I found potential participants for a focus group through out-of-school clubs and
organisations offering extra-curricular activities for children with disabilities. The
problem occurred with obtaining parental consent forms that | was legally required to
collect from parents or guardians of children and young people under 18 years old (see
Appendix C). Parents might have avoided the direct involvement of their children in a
group discussion because disability remains a sensitive issue in Uzbek society. Another
reason could be that people are mainly unfamiliar with informed consent and lack trust.
In Uzbekistan, interviews and surveys are usually conducted by either journalists or
government-affiliated organisations. Individuals conducting interviews are a rare

occasion and, therefore, may seem highly suspicious.
3.4.1 Questionnaire

To collect information from representatives of major disability-related organisations |
employed a web-based questionnaire (I used google forms). Online questionnaires have
certain advantages. A major one being that it provides greater ease for participants when
sensitive questions are discussed (Nicholas, Lach, & King, 2010). This is especially the
case for underrepresented groups who may experience barriers to offline research options
to express their opinions freely. For instance, people with disabilities may feel
uncomfortable to talk about certain issues in person and/or face physical barriers (Heath,
Brooks, Cleaver, & Ireland, 2009; Wright, 2005). Data collection via the internet also
allows respondents more time and space flexibility that makes the whole process of
responding convenient for them (Creswell, 2013). Other advantages include cost-
efficiency: using online surveys significantly reduces administrative costs (Jones,
Murphy, Edwards, & James, 2008). A researcher does not need to allocate resources for
paper, printing, and postage. These key advantages of using online surveys are appealing

to both participants and a researcher.

As a researcher, | was also aware of the disadvantages of online questionnaires. A major
limitation of this method is the lack of contact between a researcher and participants,

which may result in low response rates. Jones et al. (2008) maintain that a lack of personal
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contacts can be solved with the use of advanced technologies offered by internet. For
instance, a researcher can provide a detailed description of a study on the instructional
page accompanying the questionnaire. A researcher can also include embedded images,
short movie clips, and/or hyperlinks to his/her e-mail so that respondents can have more
information. | included the project information in the introductory part of the
questionnaire and provided my e-mail addresses as well as the contact details of the
Supervisory team in case respondents had questions or needed additional information (see
Appendix A). Another limitation is a questionnaire contains ready-made questions and
respondents have limited flexibility to present their views on an issue (Marshall, 2005). 1|
added several open-ended questions so that they could have the opportunity to express

their own thoughts and opinions.
There were seven steps involved in the development of a questionnaire:

1. ldentifying the purpose of a questionnaire. At this stage, | referred to my research
questions and identified what information was being sought from organisations in
response. The purpose of a questionnaire was to collect information from representatives
of NGOs and DPOs on their broad understanding of the concept ‘inclusive education’ and
possible ways they could promote the inclusion of children with disabilities in a general
school system in Uzbekistan.

2. Selecting question types. Different question types were employed to ensure richness
and quality of data. Multiple-choice questions were considered to collect demographic
information, such as the size of an organisation, how long an organisation has been
working in a disability field, a respondent’s position within an organisation, etc.
Scale/rank questions were suitable because | needed information related to the attitudes
and opinions of organisations about inclusive education. Although the ranking of
questions requires a higher level of attention and more time to rank the options on a list
of related items, they may lead to higher data quality (Alwin & Krosnick, 1985). Open-
ended questions, as noted above, were necessary to allow respondents to answer in open
text format and share their opinions freely in their own words. These were also used to
gather additional information that could potentially help me gain a better understanding
of a topic being researched. The questionnaire contained a total of 18 questions: four
multiple-choice questions, eight scale/rank questions, and six open-ended questions (see
Appendix D).
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3. Developing questions. | generated a preliminary topic list that eventually was converted
into more explicit questions. They were focused on their current and/or previous
experiences in the disability area; the nature of the support they received from the
government to promote their activities and their ideas about its adequacy; their
understanding of inclusive education; what they thought about advantages and
disadvantages of inclusive education; their possible contribution to the development of

inclusive education in the country, etc.

4. Improving the questionnaire layout. The questionnaire layout was also considered. Dr
Mira Peter, a Senior Research Fellow at the University of Waikato, gave her
recommendations for improving a cover page of the questionnaire, instructions to guide
respondents through the questionnaire, the use of sub-headings, and the questionnaire

length.

5. Testing questions for reliability and validity. The questionnaire was revised by the
Supervisory team and Mr M. Turdiev. Mr M. Turdiev is a Doctoral Researcher and
Consultant on the Rights of Persons with Disabilities with substantial national and
international experiences, who helped me considerably with recruiting research
participants. | made amendments based on their recommendations. These
recommendations allowed me to identify whether all questions were clear and appropriate

and what information needed to be added to cover different aspects of the work of NGOs.

6. Distributing a questionnaire. Mr M. Turdiev sent links to the questionnaire to all NGO
and DPO representatives via his e-mail (see Appendix E). He had established professional
relationships with all of them and, therefore, it was assumed that a professional
acquaintance would increase a participation rate. The questionnaire was developed in
three languages: Uzbek, Russian, and English so that respondents could select the

language they preferred.

7. Sending a reminder. Ten days after sending an initial e-mail invitation, Mr M. Turdiev
sent a follow-up e-mail to the same contacts with the aim of increasing the number of

responses (see Appendix E).
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3.4.2 Interviews

As stated above, semi-structured interviews were designed for parents of children with
disabilities, teachers, and government officials. Semi-structured interviews are a key
qualitative data collection method for social research (Galletta, 2013). Among the
advantages of these interviews is that they enlist reciprocity between an interviewer and
an interviewee and allow the former to decide what question should be asked next,
depending on a participant’s response (Kallio, Pietild, Johnson, & Kangasniemi, 2016).
This method also allows a researcher to determine the validity of interviewees’ responses
by observing their non-verbal communication (Barriball & While, 1994). These scholars
point out that non-verbal behaviour supplements participants’ verbal responses and may
include facial expressions, voice, intonation, body language, and the nature of words used
by a participant. Similarly, Denham and Onwuegbuzie (2013) consider non-verbal
communication important and refer to it as “a formidable source of information as well
as the complement to the study of verbal behaviors of humans” (p. 671). A further
advantage is as a questionnaire and an interview are often used together, an interview can
potentially overcome a poor response rate from a questionnaire and provide a better

understanding of a complex phenomenon (Austin, 1981).

This method does contain some potential disadvantages. Time-constrain is one of the
major limitations of interviews. The entire process, including preparation for interviews,
undertaking interviews, transcribing, and analysing, requires much time. Another
limitation of this method is it may be difficult for a novice researcher. As Adams (2015)
notes, “Interviewers need to be smart, sensitive, poised, and nimble, as well as
knowledgeable about the relevant substantive issues” (p. 493). However, even novice
researchers can conduct an interview successfully if they prepare carefully for it. They
are recommended to conduct at least one pilot or test interview before they start actual
data collection. While practicing an interview with a colleague or a volunteer, novice
researchers have an opportunity to explore language, test the appropriateness of questions,
develop active listening, and see where they could fail (Fassinger, 2005; McGrath,
Palmgren, & Liljedahl, 2019; Teijlingen & Hundley, 2002).

Below is the process | followed to prepare and conduct the interviews:
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1. Identifying the purpose of interviews. The purpose of the interviews was connected to
the purpose of the study. The interviews were focused on how all involved viewed the
inclusion of children with disabilities in general schools, what problems they experienced,

and what they could do to shift from segregation to mainstream education as standard

policy.

2. Preparing an interview guide. An interview guide included a list of open-ended
questions, focused on the issues that needed to be explored. | developed a set of suggestive
questions for each group but they were used only as a guide (see Appendix F). When
unexpected but relevant areas emerged during the interviews, | modified these questions

or added new questions.

3. Designing an appropriate communication method. The language to communicate with
an interviewee is critical because it helps a researcher establish more expressive
communication and to elicit more accurate information (Cortazzi, Pilcher, & Jin, 2011).
In Uzbekistan, predominantly Uzbek and Russian languages are spoken. It was planned
that the information would be conveyed in either Uzbek or Russian (depending on a
participant’s preference) to assure that he/she understood a question being discussed. In

the actual interviews, all participants, except for one, spoke and understood Russian.

4. Piloting the interviews. As mentioned above, conducting pilot interviews is critical for
an inexperienced researcher. During the pilot process, | tested the appropriateness of the
questions and obtained a general feeling of how the interviews were conducted. These
interviews also prepared me to build rapport with the interviewees and to address different
responses. In other words, practicing the pilot interviews allowed me to make necessary

improvements for the actual interviews.

5. Conducting a preliminary meeting with interviewees. Prior to the interviews, an
introductory session focused on the research was conducted with participants, primarily
parents. This gave me the opportunity to explain the purpose of the study and to make
sure respondents had sufficient understanding of the topic being researched. At this stage,
some parents provided brief insights into their own experiences. This helped me generate
some additional questions to be asked later. Moreover, since we already knew each other
a little, both the interviewer and the interviewee felt more comfortable during the actual

interviews.
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6. Conducting interviews. To conduct the actual interviews, | followed the phases
proposed by Whiting (2008). According to this author, each interview involves several
phases: building rapport, apprehension, exploration, cooperation, participation, and
concluding. Building rapport occurs throughout all phases of an interview (Whiting, 2008)
but it should be developed most at the initial phase by dressing appropriately, avoiding
jargon, listening attentively, and showing respect (DeJonckheere & Vaughn, 2019). The
apprehensive phase is critical to building trust and openness with an interviewee. At this
phase, | had a short conversation with each participant to reduce his/her discomfort and
generate some openness. During the exploration phase, participants were involved in a
more in-depth discussion. | continued using the open-ended questions and added some
probing questions. This helped me generate more information. At the cooperative phase,
participants typically feel more comfortable, trustful, and confident. I used this stage to
ask more sensitive questions. During the participation phase, when the greatest rapport
was established and mutual openness and trust were achieved, | continued active
conversation. At the final stage, | expressed my gratitude to interviewees for their time

and active participation.
3.5 Identifying and Recruiting Participants

The following participant groups were involved in this research:

1. Representatives of disability-related organisations. The NGOs and DPOs to be part of
this research were identified before data collection. As previously noted, I discussed the
possibility of contacting major organisations currently operating in Uzbekistan with Mr
Mirjakhon Turdiev. The NGOs and DPOs for potential involvement were identified based
on two criteria: 1) Active participation in social, economic, and political events related to

disability issues and 2) Experience of working in a disability field.

Table 1: Suggested organisations

# NGO/ DPO Main activity

1.  Educational centre ‘Umnichka’  Early intervention for children with
Down syndrome

2.  ‘Millennium’ Working with the youth with
disabilities
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3. ‘Opa Singillar’

4, ‘Sharoit Plus’

5. ‘Special Olympics’

6. ‘Status’

7. The Uzbek Society of People
with Disabilities

8.  The Republican Centre for
Social Adaptation of Children
(RCSAC)

9.  The Society of the Blind
10. The Society of the Deaf
11. ‘Umidvorlik’

12.  UNICEF

Social adaptation of children with
disabilities and supporting family
members of persons with
disabilities

Disability inclusion & disability
equality trainings

Organising sports training and
competition for children and adults
with intellectual disabilities

Disability rights

Disability rights

Comprehensive support for children
with disabilities and children from
other vulnerable groups

Social adaptation
Social adaptation
Social adaptation

Children’s rights

2. Parents/caregivers of children with disabilities. Parents of children with disabilities
were also contacted before data collection. They were identified and accessed through the
non-governmental organisations working with children with disabilities included in the
above table. The educational NGO “Umnichka”, working with children with Down
syndrome, the Support Centre for Children and Young People with Disabilities
“Umidvorlik”, specialising in organising vocational training for children and young
people with disabilities, and the Republican Centre of Social Adaptation of Children
(RCSAC) were especially helpful in this regard. These organisations have established the
Parents’ Associations and work quite closely with parents. | sent a research information

letter to the organisations so that they could distribute it to potential interviewees. When
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| arrived in Uzbekistan, I, as noted above, organised an introductory session with parents
and scheduled the interviews.

3. Teachers working with students with disabilities. The teachers were identified during
the data collection process. When | met with representatives of the NGOs and parents for
the interviews, | asked them to share contacts of teachers working with students with
disabilities if they had any. | also considered teachers who were not working at that
moment but had worked with such students in the past. | contacted teachers to see whether
they were interested in sharing their thoughts. I met with those who expressed their initial
interest, to inform about the study in more detail. If the teachers agreed to participate in
the interviews, | organised a schedule to meet with them.

4. Government representatives. | was not able to interview any government officials
during my data collection field trip. I contacted some of them by e-mail but they did not
reply. It could be explained by the fact that disability is still a very sensitive topic in
Uzbekistan and authorities were not willing to talk openly about it. However, at a later
stage, the former officials from the Ministry of Labour and Social Protection of

Population, who were in charge of disability issues, agreed to participate in interviews.
3.6 Data Analysis

The approach used is this study is based on a six-step guide for a thematic analysis offered
by Braun and Clarke (2006):

1. Getting familiar with the original data. At this stage, | immersed myself in reading the
interviews to get a sense of participants’ stories. I listened to the audio recordings and
read each individual transcript several times. Each listening and reading provided me with
additional insights. When | listened to or read the interviews for the first time, typically
only the most striking points took my attention. After re-listening to recordings and re-
reading the transcripts, | paid attention to these initial observations but less obvious ideas

came into view.

2. Generating initial codes. After being reviewed, all data were coded. Coding helped me
organise data in a meaningful way by reducing the information into small segments. |
used colour coding to identify the parts of a text, concepts, and categories each potentially
belonged to. As Bianco, Gasparini, and Schettini (2014) state, “The use of color for
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encoding information can greatly improve the observer’s understanding of the
information depicted by image and his/her capacity for remembering it” (p. 85). I worked
through each interview transcript to develop a list of codes that seemed to be relevant to

my research questions.

3. Searching for themes. | organised all codes into broader categories and made a tentative
list of themes that emerged from the transcripts. Each theme seemed to be significant or
relevant in terms of research questions. Braun and Clarke (2006) recommend researchers
to use visual displays, such as tables or mind-maps, so that they can easily organise codes
into themes. Dey (1993) also notes that visual representations are helpful tools for a
researcher to find connections between different pieces of relevant information. In my
case, | used tables that gave me a better chance to detect patterns while analysing large

amounts of information.

4. Reviewing themes. At this stage, a researcher should review and modify all themes to
see whether they make sense. | consolidated all codes of each particular theme to a
separate Excel sheet to see whether they supported a theme. Then | considered how the
themes worked across the entire data set. | tried to see whether | could cluster them based
on conceptual similarities. Some themes naturally clustered together, while others were
disconnected.

5. Defining and naming themes. This is the final stage for a researcher to refine all themes.
By defining and refining theme, Braun and Clarke (2006) mean “identifying the ‘essence’
of what each theme is about (as well as the themes overall), and determining what aspect
of the data each theme captures” (p. 92). As a part of a refining process, | aimed to see
whether | needed to develop sub-themes. Two themes were quite complex; therefore, |

developed several sub-themes for each of them.

6. Producing the report. Here, the task for a researcher is to write up a thematic analysis
in a way that could convince a reader of the validity and reliability of analysis. | aimed to
produce a logical and concise story supported by illustrative extracts from the interviews

and followed by sufficient discussion.
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3.7 Ethical Considerations

Strict following of ethics is crucial in any research to minimise the potential harm for
those who are participating in it. Ethics also underpins the core values necessary for
collaboration: integrity, trust, mutual respect, and accountability. Moreover, ethical
norms in research are essential to protect authorship, such as copyright and disclosure of
data. All these characteristics of ethics are important. However, 1 would like to focus on
ethical considerations in conducting research involving people with disabilities and their
family members. | also provide the brief history of disability research with a focus on
human experimentation that violated the ethical principles of research.

3.7.1 History of disability research

Historically, during the 19" and 20" centuries, people with disabilities and other
vulnerable groups have been used as “convenient research participants” for medical
research (Bryen, 2016, p. 53). The purpose of research was to prove or disprove certain
medical assumptions without considering the adverse consequences on the wellbeing and
dignity of these people. Unethical human experimentation was justified by the
advancement of scientific knowledge and the ethics of conducting medical research,
involving human subjects with disability, was not given much attention (Bryen, 2016;
lacono & Carling-Jenkins, 2012).

Bryen (2016) provides some historical examples where the rights of people with
disabilities have been severely violated. For instance, in 1952, in the USA, Jonas Salk
conducted a medical experiment where he injected the children with intellectual
disabilities for the D.T. Watson Home for Crippled Children and the Polk State School to
test his Poliovirus vaccine. Another example is medical studies on hepatitis conducted on
children with disabilities at Willowbrook State School in New York between 1963 and
1966. To test the effects of gamma globulin, these children were intentionally infected
with the virus, which caused them to contract a serious disease. The school was closed
only in 1987. These are only two examples of serious violations of the rights, wellbeing,
and dignity of children with disabilities by researchers. They reflected an era where
people with disabilities were not even considered a vulnerable group. The vulnerable
groups included only: “(a) fetuses, pregnant women, and human in vitro sterilization; (b)

prisoners; and (c) children” (Bryen, 2016, p. 55). Consequently, individuals with
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disabilities were not covered by research ethics that adequately protected their rights and

welfare.

Carlson (2013) states that in the wake of these historical examples, much attention should
be drawn to protecting people with disabilities participating in research, especially to
those who have intellectual disabilities. Individuals with intellectual disabilities continue
to be subject to various forms of ethical violations, such as exploitation or breaching the
principles of autonomy and informed consent (Bryen, 2016; Carlson, 2013). Carlson
(2013) recommends researchers consider potential risks and benefits to
which human subjects may be exposed. It is important to remember that the expected
benefits of research must never be at the cost of wellbeing and respect of participants:
“Willowbrook rightly serves as a reminder of how grotesquely distorted the aims and
justifications of research can become” (Carlson, 2013, p. 313). Further, Carlson (2013)
notes that disability perspectives enhancing the voices of people with disabilities should

inform and govern ethical research practices involving them as research subjects.
3.7.2 Research ethics

Ethical approval was needed to conduct the study, as it involved human participants
subjected to survey and interview processes. The Division of Education Human Research
Ethics Committee has thoroughly reviewed the application to ensure this
research complied with the ethical standards, such as minimising the risk of harm to
participants, obtaining informed and voluntary consent, protecting confidentiality and
anonymity, and providing the right to withdraw. Within the wider research ethics, | also
had to comply with ethical standards for disability research, which include equality,
autonomy and dignity, respect for difference, and accessibility (National Disability
Authority, 2009).

Minimising the risk of harm to participants. This study itself was sensitive as it
involved children with disabilities and their family members. Therefore, as a researcher,
I had to ensure that participants did not experience serious psychological strain as a result
of their participation in interviews. Since it was difficult to predict whether interviews
would bring traumatic memories back and cause adverse emotional reactions, | tried to

ensure appropriate counselling was readily available during the entire interview processes.
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Participants’ autonomy and dignity had to be upheld throughout the research process.
Respecting the autonomy of all research participants means giving the right to every
individual to make his/her own decisions regarding their participation in research
(National Disability Authority, 2009). As a researcher, | also had to show respect for
human dignity by having my participants feel that this research was for them, not on them.
The National Disability Authority (2009) states that people with disabilities should be
respected and involved in research as active participants, not as passive objects. As stated
above, respect for the dignity of participants also means that their interests and integrity

cannot be ignored in research to achieve a better understanding of a topic being researched.

Obtaining informed and voluntary consent. Participation in this research was
voluntary and, therefore, the informed consent of participants was essential. As a
researcher, | needed to ensure that every participant consented willingly to participate in
the process. Before enlisting participants, | met with each of them individually to discuss
the consent procedures so that they were informed about the matters related to their
involvement, such as the purpose of the study, the procedures, the potential risks and
benefits of their participation. Participants were given an information sheet (see Appendix
A) containing brief information about the project and two copies of the consent form (see
Appendix B): one to be signed and returned to me, and the other to be kept by the

participant.

Protecting confidentiality and anonymity. According to Wiles, Charles, Crow, and
Heath (2004), confidentiality in research means that identifiable information about
participants and information they provide cannot be disclosed unless there is permission
for that. In this context, confidentiality means not discussing the provided information
with others, except for those involved in the supervision of research, and presenting

findings in a way that ensures participants remain unidentifiable.

Ethical guidelines indicate that a researcher should anonymise his/her research
participants (Wiles et al., 2004). All participants of my research were distinguished by
numbers for data coding and reporting on the study findings. Nevertheless, it was
explained to them that even though all measures would be taken to protect their identities,
in qualitative research confidentiality could not be 100 percent guaranteed (Van den
Hoonard, 2002). It should be noted that two participants stated explicitly that they did not

want to be anonymised. Both wanted more visibility to promote the social and educational
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inclusion of children with disabilities. However, to avoid potential risks and harm to these
participants that might be especially pertinent in the context of disability-related research,

it was decided to preserve their anonymity.

Providing the right to withdraw. Participants had a right to withdraw completely from
the study and to withdraw their contribution. Participants were explained that in case they
chose to withdraw from the research process, they would not be stopped in any way from
withdrawing. In case they decided to withdraw data, they would have to inform me about
that no later than three weeks after receiving transcripts. They would not be required to

give me any reasons for their withdrawal.

All principles of research ethics have to be followed during the entire research process.
Rolph (1998) states that getting permission from the Ethics Committee to conduct
research is only the beginning. A researcher has to be very mindful and considerate in
relation to participants during the research process. Wiles et al. (2004) note that ethical
issues may arise at any stage of research and a researcher should be ready to deal with
them. Those issues may include the needs of research participants, their distressing

emotions, which may relate to their experiences in the past, and/or unexpected disclosure.
3.8 Summary

This chapter presented the description of the research process followed in the study. The
chapter discussed the qualitative approach that guided this research; methodology;
theoretical framework; research instrument; selection of research participants; data
analysis; and ethical considerations. The chosen qualitative research methodology was
found to be relevant and suitable to examine participants’ experiences, beliefs, and
assumptions about disability, equity, and inclusion of children with disabilities in regular

classrooms.
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CHAPTER FOUR
FINDINGS & DISCUSSION

Participants’ Perceptions of Inclusive Education

4.1 Introduction

Having outlined the research design, the thesis now turns to the findings of the study. The
combined approach that discusses the findings immediately after presenting them is used
for this section. The findings emerged from the information of both the online
questionnaire and semi-structured interviews. In total, | have formulated five major
themes. The research questions and the existing literature provide the primary lens
through which these themes are discussed.

The quotations of questionnaire respondents and interview participants in Russian have
been translated into English. It was decided to provide all quotations in their original
language in the annex to maintain the trustworthiness and credibility of the collected data.
All quotations in English included in the findings sections were numbered. These

quotations in Russian can be found in the annex under the same number.
4.2 Participants

Representatives of both national and international NGOs and DPOs were invited to
participate in the online questionnaire. This questionnaire was developed in three
languages: Uzbek, Russian, and English. In total, six responses were returned: two in
Russian and four in English. No responses were received in Uzbek.

Four groups were invited to participate in the interviews: 1) parents of children with
disabilities coming from different socio-cultural backgrounds; 2) teachers of both general
and specialised schools and defectologists; 3) representatives of NGOs (who did not
participate in the questionnaire); 4) government official. Some participants represented
both groups, for example, they are parents who are also NGO or DPO leaders. In total, |
interviewed 23 people. The demographic characteristics of non-governmental

organisations and profiles of interview participants are presented in the tables below.
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4.2.1 Questionnaire participants

Table 2: Size of the organisation

Scale No. of responses
Less than 10 employees 1
From 10 to 50 employees 1

From 50 to 100 employees --

More than 100 employees 3

Table 3: Disability fields the organisations work in

Scale No. of
responses

Education 1

Disability rights 1

Rehabilitation services --

Social adaptation 1
Inclusion and Equality Training 2
In all above 1

Table 4: The period an organisation has been involved in the field

Scale No. of
responses

Less than 1 year -
From 1 to 5 years --

From 5 to 10 years 1
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More than 10 years 4

Table 5: The position of the NGO representative within the organisation

Scale No. of
responses

High-level position 3

Medium level position 3

Entry-level position --

4.2.2 Interview participants

Table 6: Group | - Parents

#  Group Child’s disability Child’s
age

1 Parent Down syndrome 13

2  Parent Down syndrome 3

3  Parent Down syndrome 4

4  Parent with a Down syndrome 11

leading role in the
non-governmental
educational centre
for children with
Down syndrome

5 Parent Down syndrome 11
6  Parent Autism spectrum 12
disorder

Educational
institution

Private general
school

General kindergarten
General kindergarten

Specialised school

General school -
pilot inclusive class

Home-based
education
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Parent & NGO Cerebral palsy 28

leader
Parent & DPO Muscular dystrophy 26
leader
Parent Cerebral palsy 22

Integrated class in
general school (in the
past)

General school (in
the past)

Specialised boarding
school (in the past)

Table 7: Group Il - Teachers

#

10

11

12

13

14

15

16

Group

Trainer with a leading role in
the Centre of Adaptive Sport
for Children with Intellectual
Disabilities

Teacher

Head Teacher

Teacher

Teacher & NGO leader

Teacher

Logopedist

Institution

Specialised school for
children with intellectual
disabilities

Specialised school for
children with physical
disabilities

Specialised school for
children with intellectual
disabilities

Specialised school for
children with intellectual
disabilities

Regional specialised
school for children with
intellectual disabilities

Non-governmental
inclusive educational
centre for children with
Down syndrome

Non-governmental
inclusive educational

Subject

Physical training

and

mountaineering

Math

Russian language

Uzbek language

Russian language

Early intervention
practice

Speech therapy
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centre for children with
Down syndrome

17  Principal Specialised school for -
children with intellectual
disabilities

Table 8: Group Il - NGOs & DPOs

#  Group Field

18 International development Rights of children
organisation

19 NGO Inclusive theatre
20 Government-organised NGO Social adaptation of children/law

21  Government-organised NGO Social adaptation of
children/defectology

22 Uzbek Society of Persons with  Inclusive education
Disabilities.

Table 9: Group 1V - Government officials

#  Group Field

23 Ministry of Labor and Social Social protection
Protection of Population of the
Republic of Uzbekistan

4.3 Inclusive Education

The theme “Inclusive Education” contains three sub-themes: an understanding of
inclusive education and its enactment; the importance of socialisation; and no inclusion
for children with intellectual disabilities. The participants generally supported the concept

of inclusive education and saw it as an equal educational opportunity for children with
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disabilities. Some of the participants had substantial experience in inclusion, for instance,
parents whose children studied in an inclusive classroom or NGO representatives who
participated in the Inclusive Education Project. Some of the participants had only heard
about inclusive education. However, regardless of their experiences they all offered a
definition of inclusive education and readily identified a number of positive aspects of
inclusion where socialisation was viewed as the most significant one. Inclusion of
students with intellectual disabilities in a general school was one of the most often

mentioned topics. These three sub-themes are discussed below.
4.3.1 Understanding of inclusive education and its enactment

Both the questionnaire and interview participants were asked to share their understanding
of inclusive education. Their definitions of inclusive education were observed to be
similar. They were about respecting the difference, acceptance, access, equity, quality,

and justice.

In total, five survey participants responded to the question “How do you define the term
‘Inclusive Education’?”. Their responses are quoted below:

1. The open education for different categories of people regardless of the fact
that they might have special needs.

2. A process of removing barriers to students' participation and learning in a
regular classroom and school on an equal basis with other children.

3. Equal learning opportunities for all children, including those with disabilities,
in the same classroom and with the provision of support that is required to meet
the specific educational needs of each child.

4. Equal opportunities to receive quality education?.

5. Creating conditions and possibilities for everyone to receive education at any
educational institution?.

The interview participants also shared how they understood the term ‘inclusive education’.
They understood inclusive education as an educational model that encompassed children
with disabilities only. One of them said that inclusive education was about equality and

acceptance:

Inclusive education is what | wanted. It means applying equal rights and having
equal attitude towards them [children with disabilities]. Inclusive education is
good because other people can see these children, not to fear them, and accept
them as they are. Within inclusive education parents [of typically developing
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children] should not protect their children from ours and take their children out
of the class saying, “Oh, this child has a disability”. This is my understanding of
inclusive education. Yet, the approach to every child has to be different®. (P1)

Similarly, two other participants while talking about what inclusive education was,
emphasised that students with disabilities had to study alongside their non-disabled peers
in schools. They said, “I think inclusive education means that a child is not separated
based on his category and diagnosis™* (P4) and “Inclusive education means that children
with additional needs can study together with typically developing children”® (P16).

Other research participants expressed similar views.

What was interesting is the respondents seemed to move very quickly from their own
definitions of inclusive education to how it was enacted. Several participants expressed
their opinions about the misinterpretation of inclusion by local schools. Schools placed
students with disabilities in general classrooms but were not able to provide proper
conditions and services to them. One of the participants who has extensive experience in
inclusive education shared his view of what inclusion was and expressed his disagreement

with how inclusive education was being enacted in the country:

Let’s talk about how inclusive education is being enacted here if you don’t
mind... First, we have the inconsistent concepts. A new concept ‘inclusive
classroom’ has been created though it does not exist anywhere in the world. |
said that there was no such concept. Only school can be inclusive [not a
classroom]. A couple of children with disabilities were placed in a general
classroom and that’s all. It is not inclusion. School starts at the entrance. The
entrance, classes, gyms, toilets — everything has to be inclusive and accessible...
They cannot build inclusive schools; it is easier to say, “We opened inclusive
classes™®. (P22)

He claimed that many international development organisations tried to carry out inclusive
education projects but none of them was successful. In his opinion, all these projects were

about training only and he believed it was a misuse of available resources.

Participant 4 stated that many specialists in the country used the terms ‘inclusive
education’ and ‘integrated education’ interchangeably, although, as she pointed out, there
was a substantial difference between them. Similar to the previous participant, she also
said that not all children with disabilities were accepted into general schools, “Nowadays,
even leading specialists in the country mean integration by the term ‘inclusion’. Simply,

those children who have physical disabilities but not intellectual ones are included in
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regular schools. It is not inclusion”’. The participant supposed that genuine inclusion was

not being enacted in the country due to a shortage of financial resources.

Another participant shared a story about the unsuccessful attempt to integrate students

with hearing loss into a mainstream school:

She [a project organiser] offered to include deaf and hearing impaired students
from specialised schools in the studying process [at the general school].
However, neither teachers nor children and their parents were ready for that. The
preparatory work, as we organised within the framework of the EU project, had
not been conducted there. Then, children are children: the deaf children were on
their own and typically developing children were on their own. Inclusion as such
did not happen®. (P21)

Two other interview participants expressed their doubts that it would be possible to enact
inclusive education in Uzbekistan. One of them said, “I have seen inclusive schools in
other countries: in the United States, Lithuania, and Hungary. What | saw makes me feel
unsure that it will be possible to do the same here”® (P8). When | asked the participant
why she held that view, she replied, “Both financial resources and understanding are
needed for that. And not only parents but also the government has to understand that
children need to study”*°. In a similar vein, another participant said that she was not sure
that it would be possible to enact inclusive education in the country because the way it

was being enacted in Uzbekistan was far from how it had to be (P1).

People’s perceptions of inclusive education are of critical importance for the successful
enactment of inclusive education. It seems that in the disability context, the participants
had a close familiarity with the term ‘inclusive education’. Their definitions closely align
with the CRPD that stresses that inclusive education is a fundamental right for children
with disabilities (Convention on the Rights of Persons with Disabilities, 2006). However,
many participants perceived inclusive education as an educational opportunity for this
group of children only. Other marginalised groups, such as ethnic, linguistic, religious,
and other minorities, were not considered. This issue has already been mentioned in
Chapter Two where | referred to Florian and Becirevic (2011) and Rouse and Lapham
(2013) who argued that such a perception of inclusive education was common for former
Soviet republics due to the extensive segregation of children with disabilities during the
Soviet Union era. Therefore, it is important to re-conceptualise inclusive education from

the perspective of “widening participation” (Makoelle, 2020, p. 7). This author notes that
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inclusion should be based on pedagogy advocating education for all rather than on a
special needs pedagogy designed exclusively for children with disabilities.

Further, based on the participants’ responses there seemed to be a teachers’
misunderstanding of the concepts ‘integration” and ‘inclusion’. Artikova, an independent
consultant on Public Health and Disability in Uzbekistan, also noted that many local
educators, including Professors of defectology, did not understand the difference between
those two concepts well enough to enact inclusive education initiatives successfully
(personal communication, January 27, 2017). Yet, there is a substantial difference
between them. The term ‘integration’ refers to the “placement of a student with
disabilities into an ordinary school environment and regular curriculum, usually
without the curriculum being modified to any great extent” (Chhabra et al., 2010, p. 219).
Inclusion is a more radical concept and “implies not only the integration of children
with disabilities in mainstream schools but also the curricula adjustment” (Unianu,
2013, p. 1237). Sanagi (2016) notes that teachers’ confusion about what inclusion actually
means may lead to the creation of a segregated environment for students with special
needs in a mainstream setting. We can see it if we refer back to the participant’s example

of the integration of children with hearing impairments into a regular school.

Santos (2010) argues that integration and inclusion are integral parts of a historical
process towards the humanisation of education. In this regard, these concepts represent
different stages countries go through towards realisation of the right to Education for All.
Santos (2010) states:

As much as we need to learn to respect the different learning rhythms of our
students in order to promote inclusion, we also need, in order to promote it
internationally, to take account of the countries’ rhythms of understanding and
absorption of new paradigms, as well as their timing to adjust themselves within
their own history (p. 897).

Sharma, Forlin, and Loreman (2007) also note that many countries have chosen integrated
education as an interim model on the way from segregation to inclusion. From this
perspective, it might seem that Uzbekistan and many other developing nations that started
this worldwide movement in the 1980s and the 1990s are heading in the right direction.
However, when an interim approach is taken, the focus is on “the student to fit the system
rather than the system to adapt to meet the educational needs of a student” (Sharma &

Deppeler, 2005, p. para 2). Based on the early history of educating children with special
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needs in some western societies, we can see that integrated education as a transition phase

was hardly a successful way to move towards inclusion.

In the 1970s, in Quebec, Canada, the government recognised that segregated schools had
deprived children of quality education and closed the majority of those schools. Children
with special needs were placed in “a special section of an ordinary school, with an
independent entrance and little mixing of the students” (Thomazet, 2009, p. 554). Even
though those children attended mainstream schools, they were often still isolated and not
involved in a learning process with all other students. In the 1960s and 1970s, many
European countries also formulated and introduced integration “as a programmatic
principle for a new societal practice and for institutional reforms” (Vislie, 2003, p. 18).
The effectiveness of new reforms varied from country to country in Europe but in general,
the quality of integrative practices was questioned. Vislie (2003) notes that the integration
provision was primarily focused on reshaping the special education system, not on
adjustments of teaching practice and learning. They were not comprehensive enough to
meet the needs of diverse learners that resulted in limited participation of children with

special needs in academic and social activities with others.

Due to different historical legacies and practices of segregation, developing countries may
need more time and effort to shift from segregation to inclusion. Inclusion in the
developing world is more concerned with access to schooling, while in developed
countries, it is more concerned with access to a non-segregated education environment
(Bines & Lei, 2011). Most developing nations do not have enough qualified personnel
who would be able to teach students with disabilities enrolled in general schools, “Unlike
countries where compulsory education has long been in place, many schools in the Global
South simultaneously face increased student enrolment and teacher shortages” (Franck &
Joshi, 2017, p. 348). Sharma and Deppeler (2005), when describing early integration
practices in India, note that the situation is often worsened by the non-availability of

resources.

It cannot be denied that financial resources are critical to develop and sustain inclusive
education. International literature contains many examples of meaningful programmes
failed due to insufficient resources. For instance, in India, the government launched a
nationwide scheme called Integrated Education for Disabled Children (IEDC) (Chadha,

2000). However, only about 60,000 of the estimated 30 million children were enrolled

85



under this scheme. In South Africa, the government also was not able to support inclusive
education as it lacked adequate financial provision (Walton, 2011). This author notes that
since 2001, only eight state schools across the country have had the necessary services
and resources to meet the needs of students with disabilities. Uzbekistan is no exception
in this regard. Based on the participants’ responses, due to insufficient budget allocation,
the Uzbek government, in cooperation with donors, established inclusive classes as a
lower cost option instead of inclusive schools and ran small-scale integrated education

projects.

However, even with all these challenges in mind, the concept of inclusion “may replace
the one of the integration of children with special needs” if it becomes an education
priority (Unianu, 2012, p. 900). The Salamanca Statement, therefore, committed all
countries to “give the highest policy and budgetary priority to improve their educational
systems to enable them to include all children” (UNESCO & Ministry of Education and
Science of Spain, 1994, p. ix). Whether to make inclusion a priority or not depends on
governments. According to the Education Sector Plan (ESP) of Uzbekistan 2019-2023
(2019), “33.6% of the national budget (and 62% of the social sector expenditures) goes
to education expenditures” (p. 64). This allocation is higher than that in the Europe and
Central Asia (ECA) region and other OECD countries at approximately 11 and 13 percent,
respectively. In 2016, 1,5 percent (199 billion UZS) was spent on education for children
with special needs. Although these expenditures are significant, the government still
seems to prioritise segregation. For instance, in 2018, the Mercy house for children with
disabilities in Karshi city (Kashkadarya region, Uzbekistan) was completely renovated.
Its renovation was organised in the framework of a charity project and cost more than 22
billion UZS (approximately 2,3 min USD) (Vesti.uz, 2018). According to Mariga,
McConkey, and Myezma (2014), many other developing countries also use available
resources to create or maintain segregation, “Even when money is available, it is mostly
directed towards the specialised schools and units” (p. 22). It is apparent that as long as
segregated education is imposed and reinforced by the governments, inclusive education
initiatives will not be adequately funded, and preference will be given to integrated

education as a cheaper option.

Santiso (2007) points out that “the budget is a political process, rather than a purely
technical one” (p. 3), and a major reason for low budget allocations is a lack of political

will. Halachev (2015) considers “the willingness of decision makers to support the

86



transition from segregating settings to an inclusive mainstream educational system” a key
element to facilitate inclusive education (para 7). A deficit of political will affects not
only resource allocation but also policies. According to Artikova (personal
communication, January 27, 2017), many educators in Uzbekistan are not familiar with
the concepts of integration and inclusion because the Government’s education policy
neither provides a clear definition of these concepts nor a differentiation between them.
It implies that with adequate resources and a clear policy backed up by political will, it is
possible to transfer from exclusion to inclusion without wasting time and effort on an

integrated stage.
4.3.2 The importance of socialisation

The development of social competencies of children with disabilities was found to be one
of the major advantages of inclusive education. Four out of six survey respondents
strongly believed that a mainstream setting contributed significantly to students’ social
skills.

Many of the parents interviewed mentioned that developing social competencies was the
main reason why they wanted their children to study in inclusive classrooms. They said
that growing in a “natural” environment amongst all other children and interacting with

them were the most important aspects of inclusion:

There are many advantages of inclusive education. First, a child is in a natural
environment. There are no similar children in the class; they all are different. It
means the child is in that particular environment where he is supposed to be
according to his age'!. (P4)

Another participant emphasised that studying in a general classroom was more about the

development of social skills rather than academic knowledge:

Any education is first of all communication with others, development of social
competencies, and involvement in community life. Not all people who finished
schools are necessarily very intelligent. The main purpose of inclusive education
is to help children be included in the society*2. (P8)

She added that she had realistic expectations of her child and fully realised that the
majority of children with disabilities would not be able to reach the same level of
development as children without disabilities. Yet, their social skills could improve if they

87



studied amongst their typically developing peers and established social relationships with

them.

However, some parents of children with intellectual disabilities believed that their
children did not need to be in a general school to develop social competence. These
parents considered that their children had sufficient opportunities for socialisation within
their specialised schools. For instance, one of them said that not all students in a
specialised school, where his son was studying, had severe intellectual disabilities; some
children had very mild disabilities. He referred to them as “almost typically developing

children” who were sociable and friendly and who his son could build relationships with:

In our school, there are children with severe disabilities, but there are also
children from the category F-70 [mild mental retardation code (World Health
Organization, 2006)]. They have mental disorders but they are mild. Good
children, they can socialise... There are different children there, for example,
with Down syndrome. When we come there with my son, they hug him. They
could cover our minuses [he means the inability to socialise with others common
for people with ASD]. It would be good for our children®2. (P6)

He continued to say that his child was mainly studying at home because he was not able
to bear loud noises. The main obstacle for his son to be at school was a school bell; it
scared him. The parent said he realised that the school could not cancel it only because of
his son. However, the child was not completely isolated, he regularly went to school to

take certain classes.

The parent of the child with muscular dystrophy raised her concerns about home-based
education. After having studied in an integrated class for four years, her son was assigned

to home-based schooling:

I had been sitting with him in the class for about four years because he had a
very complicated form of hyperkinesia if you understand cerebral palsy... First,
he could hardly speak. Then, he needed help when he wrote or held something
in his hands. | was functioning as a resource teacher for him. After four years,
he was assigned to home-based education. Teachers from general school came
home to teach him until grade 9... However, at the end of the 90s — the beginning
of the 2000s teachers worked [with him] on a voluntary basis. The system as
such did not already exist... Based on the opinions of other parents, even though
home-based education exists along with general and specialised education, it
is... better than nothing!*. (P7)

The parent added that in her view, the main problem of home-based education was a lack

of socialisation. She stated that children who received long-term home-based education
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were isolated from their peers and society broadly. She sacrificed her career to take care
of her son and contribute to his growth and development. The parent said, “His health
condition became my profession”®. She established a disability-related NGO aimed at
socialisation of children and young people with disabilities. Young people with
disabilities learned there how to cook, knit, or make/repair small pieces of furniture. It
was an opportunity for them and their family members to socialise.

The teachers working at specialised schools for children with intellectual disabilities
supported the view that students could develop social skills being at school. For that
purpose, their school introduced a subject called ‘Social Orientation’. Students were
taught how to wash clothes, do shopping, write basic letters, pay bills, and other essential
things they would need to make in their regular life in the future. They were also offered
extracurricular activities, such as knitting, art classes, and sports clubs (basketball, table

tennis, etc.).

One of the teachers said that although their students studied at a specialised school, they
were not isolated from the rest of the world. They regularly met and participated in joint
activities with students from a neighboring regular school. In response to my question of
whether their students ever experienced discrimination of any kind on the basis of their
disabilities while socializing with typically developing students, the teachers said they
had never observed that, “Because we might have got used to them [students from a
general school]: we visit them, they visit us. They come to us on special occasions to

show what they can: dancing or singing, whatever they can do”® (P12).

The teachers also mentioned that the school often organised extracurricular activities for

the students:

We try to take them to the theatre, circus, zoo, and museums because their
parents will never do that. We have very good relationships with the Art
Museum. The museum organises special themed exhibits and invites us. The
students draw there, communicate with others, they are explained something?’.
(P12)
However, when | asked the parent whose child was studying at a specialised school about
socialisation, she had a different opinion. She said that although the school organised

events for students’ social integration, they were not enough to prepare them for
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adulthood, “They will anyway leave their school. Life out of school is very diverse... It
is very difficult for them to live further”® (P4).

The parent added that her son was very sociable and could engage with people easily,
despite being non-verbal. She believed it was her family members who contributed to the
development of the child’s social skills, not the school. The parents and elder siblings
regularly took him to different social events, and by doing so, they increased his comfort

level to meet and communicate with other people.

The NGO representative concurred and stated that after finishing a specialised school
young people would not be able to engage in society because they had never really been
there:

We explain to parents that socialisation is possible only if he [a child] has been
amongst his typically developing peers since his early years, which is the most
important concept of inclusive education. If he has studied with similar children
for 17 years and then left his school, we cannot expect him to be socially
developed - this is a problem. He will not be able to socialise®®. (P21)

The participant, whose child was in general school, also supported the idea that a child
develops his/her social skills better in an inclusive education setting than in a segregated
one. She believed that even though her child did not develop academically, she definitely
gained social competencies, built relationships, and improved her behaviour being
amongst other children, “Many acquaintances and friends paid attention to my child’s
behaviour; it changed drastically. Her worldview and behaviour became better. She

behaves better amongst typically developing children”? (P1).

Similarly, another parent held the view that children with disabilities acquire the skills
and knowledge necessary for interacting with others better when they are together with
all other children. “I can only see advantages in both children's academic performance
and social development. If all children had an opportunity to study at inclusive schools,
we would have fewer socially underdeveloped children. They should be given this
chance”?! (P5).

The opinions of many participants indicate that socialisation is an integral part of
children’s development, and ideally, school is a place where they can develop their social
skills. This is consistent with numerous studies emphasizing the critical role of schools in

developing the social competencies of students with disabilities. Simeonsson, Carlson,
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Huntington, McMillen, and Brent (2001) define school as “a primary environment for the
education and socialisation of children and youth” (p. 49). According to these writers,
active engagement of children with disabilities in school life leads to many positive
outcomes. Amongst them are lower delinquency rates and active social participation
during early adulthood. Vaughn et al. (2003) identified critical stages when children with
disabilities develop their social skills. These scholars maintain that during the first three
years socialisation mainly depends on their parents; for pre-school children it depends on
play and interaction with other group-mates; and for school-age children, it is contingent
on “developing peer relations by initiating and maintaining conversations, greeting, and
joining groups” (p. 2). Thus, schools are of particular importance for the development of
social skills of children with disabilities and making them more experienced in social

engagement.

However, there is still a controversy amongst scholars and practitioners concerning what
setting is better for children with disabilities to be socially integrated: a general school or
a specialised one. Kassah, Kassah, and Phillips (2018) support the idea of “inclusion on
their premises” (p. 349), which is widely practised by segregated schools for students
with intellectual disabilities in Uzbekistan. These researchers believe that inviting
students from mainstream schools to participate in “drawing and painting, skipping out
of the loop, sports, whatever” (p. 349) can develop the social skills of students with
disabilities studying at specialised schools. Kassah et al. (2018) state, “special schools
should remain as the initial socialization arena, where teachers groom children with
intellectual disabilities to meet the expectations of the mainstream schools” (p. 348). It
would be the case if most students with disabilities continue their education in general
educational institutions. According to some studies, their segregation may often be
permanent (Buysse & Bailey, 1993; Kunk, 1992; Lipsky & Gartner, 1997). Buysse and
Bailey (1993) point out that inclusive education should be actively promoted during
preschool years because children placed in specialised preschool institutions tend to
continue their education in specialised schools. Lipsky and Gartner (1997) also note that
after leaving schools, young people either continue their education in specialised colleges

or simply stay isolated at home, which is often the case for students in Uzbekistan.

Some studies on enhancing the social functioning of children and young people with

disabilities also indicate that to develop their social skills, they need to experience
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different situations in a diverse setting, which a segregated environment cannot provide
anyway (Fisher & Meyer, 2002; Solish, Perry, & Minnes, 2010; Vaughn et al., 2003). For
example, in a two-year study by Fisher and Meyer (2002), students with severe disabilities
were placed in two different programmes to examine their social relationships: in an
inclusive programme and a self-contained one. The results of the study indicated that
those students who were enrolled in the inclusive programme developed better social
competencies than those who were studying in a segregated setting: the inclusive group
gained 9.5 points when their social competences were measured, while the segregated
group gained only 3.8 points. Fisher and Meyer (2002) conclude, “Moving instruction
into inclusive environments, rather than providing instruction in isolation from
normalized learning opportunities (provided in social contexts) seems to be beneficial for
individual child learning outcomes” (p. 172). This resonates with the opinions of almost
all participants of this study, who stated that children and young people with disabilities
could gain stronger social competencies if they were placed in a mainstream setting.

In considering the first-hand experiences of the participants and the prevailing views of
experts and researchers, it would seem that extracurricular activities for students studying
in specialised institutions should be organised in a different, diverse setting. Being
involved in extracurricular activities in a segregated setting, children may develop certain
skills, for instance, photography skills, but not their social competencies. Participant 14
provided an example of an alternative opportunity for social skill acquisition. She
received a grant from the government and organised Inclusive Clubs as an after-school
activity for both children with special needs studying at specialised and boarding schools
and typically developing children from general schools. The purpose of the Clubs is the
social inclusion of children with disabilities. The participant added that she had been
observing for many years how the children’s engagement in social activities helped them

form peer relationships.

Modell, Rider, and Menchetti (1997) also point out that meaningful relationships between
children with and without disabilities are usually formed in inclusive settings where they
can interact and participate in activities together. Therefore, “it is reasonable to assume
that those children who attend segregated classes during the school day would benefit
socially from participation in inclusive recreation and leisure” (p. 701). These authors

continue that the majority of young people with disabilities leave their institutions and
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enter adulthood with poor social skills. It results in high unemployment rates, a lack of
meaningful relationships, non-participation in community life, and low socioeconomic
status. Given these adverse effects experienced by individuals with disabilities, there
should be more opportunities to facilitate their social interaction and integration during

their school years.
4.3.3 No inclusion for children with intellectual disabilities

When the teachers of both regular and specialised schools were asked whether children
with intellectual disabilities could be included in general education, almost all of them
replied negatively. The following statement represents the views of many other

interviewees:

Children with vision impairments or hearing loss can somehow be included [into
regular schools] because they have intact intellect... I have been fighting against
the inclusion of children with intellectual disabilities since the inclusive
education movement started. These children will not be able to study in regular
schools?. (P13)

To support her view, she provided some examples from her teaching practice, where
students with intellectual disabilities came to a specialised school after they had struggled

for several years at a regular school:

Many years ago, inclusive classes were opened at some general schools, but only
primary classes. After that, students were transferred to our school because
general schools did not have workshops as we did. That transition was very hard
for both parents and students: a child was studying at one school and then
suddenly was transferred to another... Both children and their parents were not
ready for that?®. (P13)

She added that in a specialised school, students attended an adapted education programme
with lower standards: for nine years of study in a specialised school they learned a
programme that was equal to four years of study in a regular school. If they were placed
at regular schools with other children, they would not be able to study based on their
programme, “We do not have such subjects as Physics, Chemistry, foreign languages,
and Algebra. We only have Math, natural science, Geography, and History but even these

subjects are adapted”?* (P13).

The other teacher from the same type of school expressed an opposing view on the

adapted programme. He said that the programme of specialised schools was insufficient
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to equip students with the necessary knowledge, “In fact, this is a zero level taking into
account students’ progress... Students themselves protest... They feel it and say, “We do

not want to study at this school”. But do they have a choice?”?® (P10).

Participants 12 and 13 still believed that specialised institutions were a better option for
those who had intellectual disabilities, primarily because they would not be accepted by
others at general schools:

Inclusive education was introduced so that children [with disabilities] did not
differ from others... However, those who have mental retardations are different
anyway. They should be in this school. Here, they all are at the same level. In
other words, they are like fish in the water here?®. (P12)

The teacher from a specialised school for children with physical disabilities also said that
inclusion could be possible only for those who had mental capacity. She was also
concerned about large class sizes, “For those who have intellectual disabilities, | think it
[inclusive education] is unreal. Then, how can we enact inclusion if there are 40 students
in the class?”?’ (P11). One of the parents expressed the same concern, “Look at this
education, there are 50 students in the class. How can we talk about inclusion of children
with special needs? Therefore, I do not know whether we have any chance at all to enact

inclusive education”?® (P7).

The most surprising aspect of data is that the representatives of some NGO organisations,
previously involved in inclusive education projects, also shared the same view. For
example, Participant 21 explained that regular schools had certain educational standards
that students with intellectual disabilities would not be able to achieve. This is the reason
why schools accept only those students who have visual impairments, hearing
impairments, and musculoskeletal disorders. In some cases, schools can accept those who

have cognitive impairments, but these have to be mild.

The parent and a disability NGO leader, who actively promoted inclusive education in
the country in the past, said:

We talk about equal rights, about the inclusion of all children in general schools.
However, what if a child cannot be corrected, and he screams during the entire
lesson? It is ok if it lasts one day, two or three. But what if it lasts years? If he
disrupts a learning process every day, we cannot talk about his inclusion. | am
absolutely sure of that®. (P7)
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A few participants were more optimistic. One of them indicated that if children with
intellectual disabilities were given a chance to study in general schools, society would

change its negative perceptions:

You know, it [inclusive education] is not widespread here yet. There are such
children in some schools, but not in all schools. However, if we open pilot
kindergartens and schools in every district and send these children there, society
will accept them®. (P16)

Another participant stated that we had to move from paternalism to dignity in relation to
children with intellectual disabilities, “It should not be a paternalistic approach to these
children. They have to be treated equally, like all others, with no discrimination™! (P14).

This participant continued to say that a reductionist view was dominating in the Uzbek
society. She said she often observed how people from the neighbourhood brought some
food and clothes to students. They tried to help children by doing so, but they did not
even realise that these children needed acceptance and opportunities for development but
not pity.

UNICEF (2015a) also emphasises the negative effects of the reductionist view of
disability, formed by the existing social norms and excessively practised in educational
institutions, “In the region, children with disabilities have been viewed as intrinsically
‘defective’, in need of life-long care, shelter, and pity’ ” (p. 3). The society does not
recognise them as its full members due to their ‘defects’ which seem to be more influential
than their abilities. Zagirtdinova (2005) also claims that the philosophy of “guardianship
over weaker citizens” (p. 216) in Uzbek society has more disadvantages than advantages
for people with disabilities. In the society practising such beliefs and standards, people
with disabilities are viewed as defective and restricted “in their quest for independence”
(p. 216). Similarly, Katsui (2005) points out that such a guardianship makes people with
disabilities very passive because they live in a world where “dependency is the only way

to ‘exist’ but not to ‘live’ ” (p. 70).

The literature on stigmatizing attitudes towards people with intellectual disabilities in
Uzbekistan is scarce, although there is sufficient information on this problem in other
developing countries. In China, for instance, people keep secrets about the mental health
issues of their family members to save a “face” (Mak & Cheung, 2008, p. 533). The

findings of Ciftci (1999) also revealed the same tendency amongst Turkish families that
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had children with intellectual disabilities. This strong intention not to diminish a social
status leads to creating barriers in the official registration of children with disabilities and
their access to relevant medical, social, and educational services (Ciftci, 1999). In Egypt,
sisters of children with intellectual disabilities did not have many chances to get married
because of “the repetition of genetic norm in families with a history of births of babies
with any intellectual disabilities, especially those with the more obvious ones such as
Down’s syndrome” (Gaad, 2004, p. 315). This is also the case for Uzbekistan: in Uzbek
culture, marriages are often pre-arranged and prior to marriage, families want to know
more about genealogy trees. If parents find out there is a child with a disability in a family
of a bride or a groom, they most probably will not make/reject a marriage proposal.

Gaad (2004) states that attitudes towards the inclusion of children with intellectual
disabilities are affected by cultural attitudes towards these people prevailing in a society:
“Attitudes drive our behaviour. As individuals and as groups, what we believe and how
we feel about matter largely determines what we do with respect to it. Human behaviour
further reinforces our beliefs and feelings” (pp. 313-314). According to (Gaad, 2004),
people lack an appreciation of the capabilities of children with intellectual disabilities and,
therefore, have low expectations of how much they can achieve. Wilson (2011) notes that
many people believe that even if these children are provided with proper educational
conditions and services, they “may not be able to “give back” to society in ways deemed
valuable by most (i.e., economically)” (p. 7). For this reason, education for children with
intellectual disabilities is considered a waste of resources, which are already limited in
developing countries.

In many former Soviet republics, children with intellectual disabilities face greater stigma
than children with physical disabilities do. For instance, a UNICEF study revealed that in
Armenia, the vast majority of respondents believe that children with physical disabilities
can be integrated into society but children with intellectual disabilities should be isolated
from society (UNICEF, 2014a). One of the significant reasons why these children are

stigmatised is connected to a socialist legacy. Petrea (2012) states:

For decades, the image of mental health in Soviet countries has been associated
with political abuses in psychiatry and stigmatising attitudes and discriminating
practices against people with any form of disability or, what in the Soviet society
was viewed as a ‘defect and burden’. (p. 2)
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Uzbekistan was a part of the Soviet Union for almost 70 years and, therefore, the
mentality and attitude of the society towards people with intellectual disabilities, shaped
by the former system, still have their effects. One of the participants shared her childhood

memories:

It was the 1960s, the years of my childhood... The only person with an
intellectual disability we saw was my friend's little brother. He was roaming
around our village aimlessly, and no one paid any attention to him, no one talked
to him... He was like an alien, who never entered the life zone of other people.
He was something we could not comprehend, and how could we communicate
with the incomprehensible?®2. (P19)

Based on the participants’ responses, attitudes towards children with intellectual
disabilities by the community and school members have not changed significantly since
the Soviet era. For example, participants expressed their concerns that many parents of
typically developing children still do not want them to be together in one class/school
with such children. Participant 6 said that at one point, a neighbourhood regular school
could not organise a summer camp for its students. Parents of regular school students
were informed that a summer camp for their children would be organised on the premises
of the specialised school located nearby. As soon as they were informed, they came
together and protested against that decision. Many parents still believe their children

without disabilities can get ‘infected’ from those who have disabilities.

The cultural beliefs and values of teachers also play an important role in the inclusion
process (Beacham & Rouse, 2012; Sharma, Forlin, & Loreman, 2008; Singal, 2005). Such
a negative attitude towards the concept of inclusive education for children with
intellectual disabilities is a significant barrier for its enactment (Malki & Einat, 2018;
Singal, 2005). Ojok and Wormnas (2013) state that the attitudes of primary teachers in
Uganda towards the inclusion of children with intellectual disabilities are less positive
than to the inclusion of children with other disabilities. The study found that even those
teachers, who in general supported the idea of educational inclusion, had limited
willingness to teach students with intellectual disabilities because they did not have the

knowledge and skills for that.

The above-mentioned study of Gaad (2004) also revealed the negative attitudes of general
school teachers in Egypt and the United Arab Emirates (UAE) towards the inclusion of
students with intellectual disabilities. Almost all teachers in the study were against their
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inclusion. They said that these children had to be sent to special schools, “that’s what
special schools are for” (p. 319). Downing (2010) notes that many general school
teachers do not know how to provide teaching instructions to students with intellectual
disabilities. Similarly, many teacher participants made false presumptions that students
with intellectual disabilities needed special instructions and could only be taught based

on the special education curriculum with a major focus on functional life skills.

With increasing numbers of students with intellectual disabilities in inclusive
classrooms, however, it becomes clear that they can be taught on the general education
curriculum if it is adapted (Kurth & Keegan, 2014; Lee, Wehmeyer, Soukup, & Palmer,
2010). Neary, Halvorsen, Kronberg, and Kelly (1992) note that curriculum adaptations
largely determine the success of inclusive education because they allow teachers to create
a more accessible learning environment for those who cannot comprehend and perform
at the regular curriculum’s level. Lee et al. (2010) provide the following explanation of

curriculum adaptations:

Curriculum adaptations refer to efforts to modify the ways in which content is

represented or presented or in which students engage with and respond to the

curriculum, including the incorporation of features of Universal Design for

Learning (e.g., graphics, lower-level reading material, assistive technology). (p.

3)
Drake and Sherin (2006) discuss different types of adaptation: changing terminology,
changing time spent on a task, omitting or substituting particular tasks, changing the
participant structures, simplifying concepts, changing the materials, and increasing teacher
control over activities. One of the basic examples of curriculum adaptation that teachers
used to accommodate the academic needs of students with intellectual disabilities was
giving these students shorter assignments and allowing them more time for completion
(Franck & Joshi, 2017). By using this type of accommodation, students with intellectual
disabilities can acquire the same knowledge and move on to the next step in their learning

with all other students.

Clayton, Burdge, Denham, Kleinert, and Kearns (2006) describe a four-step learning
strategy to enable students with significant cognitive disabilities to have access to the
general school curriculum. The strategy helps teachers align their instructions to the
content standard and ensure that learning is matched to the objectives set in the students’

IEPs. The first step identifies how the content standard is linked to the curriculum and
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instructions. The second step defines the outcomes of instructions and specifies the
learning outcomes for each instructional unit. The third step identifies the instructional
activities to ensure that students with cognitive disabilities have equitable access to the
general curriculum. The final step ensures that specific objectives from the IEPs are

achieved.

The study of Lee et al. (2010) indicates that an adaptation of the curriculum contributes
to greater students’ academic engagement and more successful classroom management.
Kurth and Keegan (2014) also report improved students’ on-task behaviour and their less
disruptive behaviour. Arguably, the greatest advantage of curriculum adaptations is they
allow students with intellectual disabilities to participate in the learning process together
with other classmates. Kurth and Keegan (2014) note, “the adaptations provided to
students were tied to the general education activity and did not promote removal of

students from that setting” (p. 200), which is the ultimate goal of inclusion.

It is also often presumed that a general school cannot provide specialist support for
students with intellectual disabilities. For this reason, Goodley (2011) considers a special
school “a more suitable context for the needs of disabled children to be met” (p. 139).
Similarly, Kassah et al. (2018) argue that special schools are better equipped with
personnel, who are trained to work with this population of students, in comparison to
general schools. As stated in Chapter Two, successful inclusion involves a wide range of
educational professionals; therefore, it may be wrong to think that in inclusive classrooms
students with intellectual disabilities are taught by a general education teacher only.
Downing (2010) states that it should be a team of "general educators, special educators,
paraprofessionals, related service providers” (p. 6). This entails that with relevant

specialist support, these children can be efficiently taught in a mainstream setting.
4.3.4 Summary

All research participants understood inclusive education as a model where all children
study together regardless of their skills and abilities and are treated equally. Yet, they
were concerned about the educators’ misunderstanding of inclusive education that relates
to considering integration and inclusion to be synonyms. According to the participants, it
resulted in inclusive education projects being carried out ineffectively. Children with

disabilities were placed in general schools, where there were no relevant conditions for
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them. In many cases, students felt isolated and needed to adapt to the existing conditions
if they wanted to be educated alongside their non-disabled peers. The literature pertaining
to integrated and inclusive education provides clear differentiation between these two
concepts. It also suggests that the enactment of integrated education as an interim model

Is ineffective and unnecessary if inclusive initiatives are supported by strong political will.

The participants were generally of the view that socialisation with same age peers is one
of the major benefits of inclusive education. They believed that social skills are necessary
for their children’s successful integration into community life in the future. A large body
of international literature has also shown that children with disabilities who attend
mainstream schools develop stronger social skills rather than those who are placed in
segregated institutions. Despite that, some teachers of specialised schools held an opinion
that their students could acquire social competencies being in a self-contained setting and
periodically meeting with their typically developing peers at social events. However, as
studies have demonstrated, the full social integration of children with disabilities is only

possible when they are in a diverse environment regularly.

Another concern expressed by many participants was the inclusion of children with
intellectual disabilities in regular schools. Both educators and disability advocates
believed that they had better study in specialised institutions due to their lack of
intellectual capacity. The evidence from the literature suggests that society, which does
not accept people with intellectual disabilities, is highly unlikely to support their inclusion
in regular schools. In Uzbekistan and other post-socialist societies, this attitude has been
primarily formed by Soviet disability history. Yet, according to international studies, the
inclusion of children with intellectual disabilities is possible. Its success is determined by
different factors, but two of them, adjusting the existing general education curriculum and

the availability of qualified manpower, are critical.
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CHAPTER FIVE
FINDINGS & DISCUSSION

Challenges in Inclusive Education

5.1 Introduction

Chapter Five explores the various challenges in the enactment of inclusive education.
Some of these challenges are common across almost all developing countries, while
others are specific to Uzbekistan. The challenges include the difficulties of being a parent
substituting a teacher aide, inaccessible infrastructure, a lack of teaching qualifications
and teachers’ poor working conditions, the absence of inclusive education legislation, and

attitudinal barriers.
5.1.1 Lack of individualised support: Parents substituting teacher aides

Specialists providing paraprofessional support to students with special needs may have
several different titles. According to Giangreco and Doyle (2006), these vary from

country to country:

The personnel hired by a school to assist classroom teachers and special
educators in their efforts to educate students with disabilities are known by a
variety of names such as a teaching assistant, learning support assistant (LSA),
teacher aide, paraprofessional, paraeducator, and special needs assistant (SNA).
(p. 429)

In Uzbekistan, these professionals are called tutors or resource teachers. According to
participants of this study, there are no tutors available for children with disabilities placed
in regular classes in the country at the moment. It is one of the most significant issues for
supporting these students in a mainstream setting. In many cases, parents of students
function as tutors for their children. However, these participants found being a parent and

tutor at the same time very exhausting.

Imagine, from morning until evening | am at school with him. Then we come
back from school, I need to do homework with him - this is very hard. From 8
am until 6 pm, I am a teacher for him. At the same time, | need to cook, wash
clothes, clean up... Everything happens at the same time, | am very tired. My
brain never rests®3, (P5)

As most participants stated, the situation is worsened by the fact that children with
disabilities are often placed in over-crowded classes. Both teachers and non-disabled
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students are often not informed about how to treat these students. In many cases, parents
stay in a class not to help their children learn but to protect them from others:

Nothing is ready to include them [autistic children] in regular classes. In spite of
that, many of them still place their children into inclusive classes. | have visited
these classes. Can you imagine him [an autistic child] amongst 30 other students?
They all scream, touch him... Therefore, parents need to stay with their children
in the classes. They wish they could leave but how?3. (P6)

For this reason, when this parent received an offer to place his son in an inclusive
classroom, he declined it. He also added that when he was participating in a conference,
organised by the EU project, he raised all these issues and offered some ideas for the
inclusion of children with ASD but his suggestions were not taken into consideration.
However, he tried to understand the situation, “You know | am not fighting to end
inclusion because they need to start from somewhere. | understand these are just pilot

projects >,

The parent continued to say that being a teacher for your own child was not appropriate
because a child would never accept his/her parent as a teacher. He shared a story about
another parent who was interested in being trained as a tutor for her son with autism. She
expressed her interest when she participated in an inclusive education conference
organised by Israeli specialists. An expert from the Israeli Delegation said, “I am
absolutely against that. You are Mum for your child. You wash clothes for him and you

wipe him after he goes to a toilet... He will never accept you as a teacher”>®.

For some parents it might be difficult to have a professional attitude towards their children.
One of the parents commented that a mother-child relationship did not allow her to
function as a tutor effectively. Even insignificant failures and misbehavior of her son
made her very upset, “Therefore, if a qualified specialist was there, everything would be
different. First, he/she would take a professional approach to my son. I, as Mum, overreact
and it affects the child”®" (P5).

The parents tried to support their children with disabilities as much as they could. Yet,
these parents said they still needed a qualified tutor to ensure students with disabilities
have access to learning and participation:

Look, the second rule of inclusive education, you know it better than I do, is the
availability of a resource teacher. We do not have them... When we talked to the
Ministry of Finance, we asked to open vacancies for resource teachers at schools.
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But they do not do that... How can we enact inclusive education without a
resource teacher? How? Do you know? I do not...38. (P22)

This lack of support resulted in many parents being exhausted and frustrated. To illustrate
that a participant shared a story:

| have a friend Aliya. A year ago, she was obsessed with an idea to place her son

in an inclusive class. She did that. However, now she is so exhausted that ready

to give up. This is such a heavy workload... If any of the students in a class says

something loudly, she covers her son’s ears. If her son starts screaming [when

he has a meltdown], they need to leave a class. If teachers give homework and

he cannot do it, she does it for him. If he cannot draw a picture, she draws it for

him...%. (P6)
Other interview participants agreed that children with disabilities needed resource
teachers when included in mainstream education. Participant 20, an NGO representative,
who is actively involved in the EU Project “Inclusive Education for Children with Special
Needs in Uzbekistan”, stated that in Uzbekistan, due to limited financial resources schools
could not afford to hire them. She emphasised that for this reason only children with mild
disabilities had been involved in inclusive classrooms. She said, “Today we cannot talk
about opening vacancies for resource teachers at schools, because we are still in the

development stage but we will come to that .

This participant noted that involving parents or other family members as tutors was taken
as a temporary measure. According to this participant, some other options have also been
considered to assist in teaching students with moderate disabilities in inclusive
classrooms. For example, in Samarkand (one of the cities in Uzbekistan), volunteers
assisted in the class. In Urgench (also the city in Uzbekistan), students of the Pedagogical
University were involved in inclusive classrooms as tutors during their teaching

practicum:

So far, we [the Project “Inclusive Education for Children with Special Needs in
Uzbekistan] have these three options. If a teacher encounters difficulties while
working with students with special needs, we offer these options and
mechanisms to enact inclusion. Of course, they cannot replace a tutor; we will
be working on that. When we are ready to include children with severe
disabilities, we will need tutors. It will be very difficult without them. When we
were in Austria, we saw a child who was legally blind and could not move. A
tutor worked with him. However, we have to be prepared for that. Tutors have
to get paid; they have to be school staff members. (P20)

According to Tews and Lupart (2008), the services provided by teacher aides include

assisting a classroom teacher with delivering academic instructions, managing students’
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challenging behaviour, facilitating peer interaction, collecting and managing data about
students, assisting with personal care, and others. It is widely assumed that the
participation of these professionals in a learning process of students with disabilities
greatly contributes to students’ increased engagement in academic activities, improved
behaviour, and more effective communication with peers (Webster et al., 2010). Yet, as
noted by Sharma and Salend (2016), teacher aides are increasingly employed in many
developed countries across the world. Very little is known about teacher aides and the

substituting for teacher aides by parents/guardians in the context of developing countries.

The participants’ experiences suggest that the usefulness of this practice is highly
debatable. First, many parents are probably already overwhelmed by being a parent of a
child with a disability. They almost certainly face many other challenges related to raising
such a child. Heiman (2002), who researched the resilience and coping of parents of
children with disabilities states, “Parents of children with disabilities experience greater
stress and a larger number of caregiving challenges, such as more health problems, greater
feelings of restriction, and higher levels of parental depression than parents of
nondisabled children” (p. 160). They often feel powerlessness and disappointment and
can experience social isolation (Risdal & Singer, 2004). It is apparent that in addition to
all the issues parents of children with disabilities deal with, being a teacher aide for one’s

own child might be a heavy load.

Second, as stated above, the nature of teacher aides’ work is complex and demanding.
According to Rutherford (2011), it includes many different functions: “academic, social,
behavioral, health-related, and personal support for students in one-to-one or small group
contexts” (p. 96). It is fairly clear that the majority of parents may not know how to
provide this range of functions unless they were trained for that. In some cases, schools
may consider the involvement of parents of students with disabilities as “natural support”
(Giangreco & Doyle, 2002, p. 6). Given the expertise these parents have, they may
provide invaluable assistance to classroom teachers. However, Giangreco and Doyle
(2002) note that in such instances, parents are viewed as “alternatives to paraprofessional
proximity” (p. 6). Unlike the participants in this study, they cooperate with an existing

team of specialists and function as volunteers on a case-by-case basis.

Teachers working in inclusive classrooms also experience challenges and often feel

overwhelmed by new responsibilities (Bourke, 2008). They need support in the class and
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ideally it should be provided “by employing more paraprofessionals (teacher aides) to
help with the implementation of compensatory intervention strategies, and to help
students with disabilities to integrate into school environments” (p. 19). Similarly,
Grebennikova (2015) maintains that in an inclusive classroom a child with special needs
has to be accompanied and supported by a teacher aide. A teacher aide acts as a conductor
for a child, who supports him/her with studying, facilitates socialisation, and at the same

time controls his/her health condition.

However, when inexperienced and exhausted parents function as teacher aides, teachers
often do not receive help in terms of supporting students’ learning. Based on participants’
examples, some of them do perform effectively in spite of limited or no support but they
still need professional help from teacher aides. They often cannot even leave a class for a
few minutes when there is no another professional who could provide the necessary cover
in their absence. One of the interview participants shared a story that when a teacher left
the class there was a fight between students and a child with a disability was hurt. The
parent, who was in the class at that moment, was not able to control the situation and then
blamed the teacher saying that she did not have a right to leave her class. Another parent
said that she did not really help her son learn in a class. She was more focused on
protecting him from his classmates who misbehaved. These examples help to get a better
understanding of possible problems arising in a class where parents are substituting

teacher aides.

One thing comes clearly from the participants’ responses: neither students nor teachers
benefit from engaging parents in tutoring. With no paraprofessional support, students
with disabilities are less likely to succeed in their learning. According to the Alberta
Teachers' Association (ATA) (2000), “The skills and expertise that educational assistants
bring to their jobs often enable students who would not otherwise be able to attend school
to do so” (p. 1). With the further advancement of inclusive education, the demand for
paraprofessional support for students with special needs in general classes will be
increasing. This is especially the case for children with moderate and severe disabilities
who are highly dependent on the support of a teacher aide (Downing, Ryndak, & Clark,
2000).

Many countries have already recognised that a different service needs to be provided to

students with disabilities to help them succeed in inclusive schools. For example, Russia
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has attempted to introduce additional support for students with special needs, although it
is also at the beginning of the inclusive education reforms (Grebennikova, 2015). In
Uzbekistan, the enactors of inclusive education discussed the necessity of individual
paraprofessional support for students with disabilities in general schools with government
officials. Recently, the Cabinet of Ministers has decided to introduce a teacher aide
position with a salary rate equal to 0.75 percent of that of a regular classroom teacher
(Governmental portal of the Republic of Uzbekistan, 2019). Schools and the current
enactors believe that with the development of inclusion, teacher aides will be introduced
as official school personnel soon. This process however may take time and for many
parents functioning as teacher aides now the idea of having adequate support for their

children in mainstream schools is slowly fading away.
5.1.2 Inadequate provision of infrastructure

Inadequate school infrastructure is another serious challenge impeding inclusion in
Uzbekistan. Accessibility of a physical environment is often a decisive factor for children
with mobility impairments and their families when they choose a school. The following
is a story shared by one participant. The mother and her daughter with muscular dystrophy

spent much time trying to find an educational institution with access to the main entrance:

We were going from one lyceum to another to see whether there were stairs at
the entrance or not... It was very hard for her to go upstairs. She wanted to study
at the Lyceum of Foreign Languages. However, when we came there, she saw
the stairs and said, ‘No’... %2, (P8)

Finally, they managed to find the lyceum with no stairs but then another problem occurred:
some classes were conducted on the 2", 3, and 4" floors. After a week of stair climbing,
the girl felt unwell and could not come to the lyceum. Her mother approached the
principal of the lyceum and asked her to organise classes for her daughter’s class on the
first floor. However, the principal refused; she said to the parent to take her daughter and
go to the neighbouring college for children with intellectual disabilities. The girl did not
have an intellectual disability; on the contrary, she had a high level of intelligence.
Fortunately, that parent knew her rights because she was leading a DPO and helped other

people with disabilities solve similar problems.
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Another participant added that even pilot inclusive education schools did not always have
a physically accessible environment. Students with mobility impairments at these schools

encountered many difficulties when moving:

It is very complicated to include children with cerebral palsy in an elementary
school because there is no proper infrastructure. There are ramps in some schools
but classes may be conducted on the 2" and 3" floors. At one of our pilot schools,
first-year students had classes on the 2" floor. How can he [the child with
cerebral palsy] go upstairs? Then his parent took him out of that school... The
child could not go upstairs. So, his father took him upstairs and then downstairs
after classes. He had enough intellectual capacities to study there but he could
not get to the 2" floor. We still encounter problems because there is no proper
infrastructure®. (P21)

When I asked the enactor of the current Inclusive Education Project to comment on that,
she said that building fundamental facilities at regular schools was one of the country’s
highest priorities, “Nowadays, by order of the President, all preschool educational
institutions are being reconstructed. Schools will also be reconstructed; they have to be
accessible for all students with special needs regardless of their disabilities * (P20). She
contended that after practical changes took place at schools, more children with

disabilities would be included there.

Some participants were concerned that children are often unable to travel over long
distances to schools or colleges. Girls with disabilities living in remote areas, in particular,

struggle to get access to education:

Young women are isolated. Girls who finished this school stay at home. They
have nowhere further to go. There is a specialised college... again specialised...
it is located out of the city. It provides good conditions: children can learn there
how to sew, how to make shoes. Nevertheless, parents do not send girls to study
there. First, they need to be taken there, and if they do not stay there for a night,
they need to be brought back. If there is a regular college nearby, children are
not admitted there because they have certificates of specialised schools. It is
written there [that a child finished a specialised school]®. (P14)

Participant 7 also said that many children with disabilities, especially from remote areas,
cannot commute to schools. She offered two reasons for this. First, public transport is not
affordable. The participant explained that the price for commuting to and from school is
equal to the price for two loaves of bread, and needy families would rather buy bread than
send a child to school. Families from remote areas without children with disabilities also

face financial issues but the situation for families with children with disabilities is more
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severe due to their extra disability-related expenses. Second, public transport is not
accessible for many individuals with mobility impairments. Buses and vans often do not

have wheelchair ramps fitted to allow access for wheelchair users:

Recently, the Decree prohibiting buying buses not adjusted [to wheelchairs] has
been adopted. But again, Mercedes buses — yes, they are adjusted. Yesterday |
saw a woman who had got on that bus with a stroller. However, locally produced
buses are not adjusted: you yourself will not be able to get on it, let alone with a
stroller®®. (P7)

According to the participants, the problem of inaccessibility goes beyond schools and
transportation. The infrastructure in the capital city (Tashkent) also does not allow people

with mobility impairments to access places they need:

These ramps, for example. They are a weapon for suicide — they were built under
45 degrees! How could the government build such ramps?! It is better not to
build them at all than do it like this*’. (P7)

When asked about why the government neglected a wheelchair ramp building process,
she responded she did not know because there were specific accessibility standards in

place and ramps had to be built accordingly.

As we seen in the examples above, children with limited mobility often face physical
barriers. As stated in Chapter One, Article 24 of the CRPD mentions explicitly the
provision of reasonable accommodation to students with disabilities (Convention on the
Rights of Persons with Disabilities, 2006). Some scholars also suggest that schools should
create an environment intended to ensure equality of opportunities. For instance, Yasin,
Toran, Tahar, and Bari (2010) note that to make children with disabilities feel comfortable
and safe at school, barrier-free facilities, which is one of the basic conditions, should be
provided. Similarly, Madan and Sharma (2013) point out that general schools have to be
adequately prepared in many aspects before they accept students with special needs and
infrastructure is one of them. The researchers state, “Based on the type of disabilities the
school is likely to admit, the school must make some basic infrastructural changes.
Building of ramps, railings, disability friendly toilets, and magnified sign boards may be

some of these” (p. 12).

However, the current school infrastructure in Uzbekistan seems not to comply with these
requirements. Moreover, attitudinal barriers often contribute to creating physical barriers.

It corroborates the idea of Sahu and Sahu (2015) who state that physical or other barriers
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are not because of certain conditions of a person but because of attitudes held by other
people in relation to that person. Attitudinal barriers are rooted in people’s stereotypes,
fears, and misconceptions and are the most difficult to change (Ali, Mustapha, & Jelas,
2006). Sahu and Sahu (2015) note, “Negative attitudes often result in denying human and
civil rights afforded to other members of their community” (p. 2). They also state that
such an attitude towards people with disabilities causes illegal discrimination. It was
exactly the situation cited above, where the lyceum principal refused to provide

appropriate modifications and conditions to a student with a mobility impairment.

Inaccessible environments contribute to even greater isolation of children with disabilities.
According to a report of the Uzbek Society of Disabled People (2014), the majority of
educational institutions in Uzbekistan, including colleges and universities, are not
accessible. There are no ramps, lifts, or accessible toilets. These conditions make effective
education for many children and young people with disabilities impossible. Students who
enter regular educational institutions often drop out of their schools due to inaccessible
physical infrastructure. The participants of this research also mentioned that such cases
occurred very often. The report of the Uzbek Society of Disabled People (2014) concludes
that current conditions contradict the Uzbek legislation that requires both government and
private organisations to ensure that their buildings are physically accessible for people
with mobility impairments. This is an example of unenforced laws that practically have

no effect on the lives of people with disabilities.

As mentioned above, in Uzbekistan even specialised institutions intended for children
with mobility impairments have no facilities for them. This is what Katsui (2005) stated,
“When I visited one boarding school meant for physically disabled children, no children
in a wheelchair were studying there. Teachers explained this is due to the lack of the
facility” (p. 72). After these children leave schools, they face similar problems at the post-
secondary level too. The Uzbek Society of Disabled People (2014) noted that there is not
even any higher education institution in the country that could be fully equipped to meet

the needs of people with disabilities.

As the participants stated, the situation is worsened by inaccessible city infrastructure.
The current infrastructure in the capital city was not adjusted to wheelchair users and
visually impaired people because accessibility standards had not been followed when it

was being built. Pivik (2010), when discussing inclusive environmental assessment, states
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that accessibility standards are not based on research and, therefore, very rarely address
the needs of people with disabilities. Similarly, Venter et al. (2002) note that even though
many countries have developed national accessibility standards, it is not clear how
precisely they are followed when infrastructure is developed. It would seem that not only
accessibility standards are often not followed, but laws in general. According to the
United States Department of State (2016), in Uzbekistan, organisations can be fined if
their buildings do not comply with accessibility requirements and during the year there

were approximately 2,500 such cases.

Transportation is another significant issue for persons with mobility impairments. In 2014,
in Tashkent, there were only four buses with low floors designed for people who used
wheelchairs, while there were 46,617 people with limited mobility registered there (Equal
Rights Trust, 2016). It was obvious that the likelihood of getting on an accessible bus was
extremely low. There were some attempts to change the situation. For instance, in 2015
the National Human Rights Centre and other international organisations working in
Uzbekistan proposed a number of measures to improve the level of accessibility of
transport for people with mobility impairments. Two of these measures were to develop
a draft Resolution of the Cabinet of Ministers on the accessible environment and to
establish a Public Council within the Ministry of Labour and Social Protection to monitor
the provision of the Law “On social protection of people with disabilities” (United
Nations Development Programme (UNDP), 2015). Little is known whether these
measures were taken and what effects they had. According to the research participants,
public transportation in Uzbekistan is still not accessible.

Appropriate transportation to and from school is necessary to ensure that children with
mobility impairments can fully participate in education. However, millions of children
with disabilities in developing countries cannot access schools because of the lack of
adequate transportation (Access Exchange International - San Francisco, 2017). Roberts
and Babinard (2004) note that while many parents find transportation inaccessible and
unaffordable, governments often do not consider a barrier-free transportation system a
priority. This results in financial resources not being allocated to make transportation

more accessible and affordable for people with mobility impairments.
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5.1.3 Factors hindering the success of teachers in inclusive classrooms

Based on the participants’ responses, teachers working in inclusive classrooms may not
always have the essential knowledge to work effectively with students with disabilities.
Many participants were concerned about the way children were taught and treated in
general schools. One of them, who had considerable experience in working with
educational institutions, stated, “Teachers do not know what to do with these children.
They are afraid of them’*® (P8).

When | asked Participant 20 to comment on the statement made by Participant 8, she said
that all teachers in pilot schools had been trained before students with disabilities joined
their classes. Moreover, pilot resource centres had been established. The main purpose of
these centres was to provide methodological and technical support to teachers of regular
schools working with students with disabilities. However, the specialist for the
Republican Centre for Social Adaptation of Children (RCSAC) said they understood
parents’ concerns because many trained teachers had left their jobs. New teachers came
as replacements, but they also needed to be trained. To solve this problem the Centre was

organising more training sessions throughout a year.

The participants complained that the problem went beyond teachers: specialists of support
services at schools often also did not know how to work with children with disabilities:

There are a defectologist and a psychologist at school. | approached the
defectologist last year but it was a waste of time. She said, “This is such a
complicated case. He cannot do this and that... However, this is her profession.
How can defectologists here [at the RCSAC] work with him? How can they
make him interested?°. (P5)

The parent participants continued to say that children who did not go to pilot
schools/kindergartens faced even more serious issues. Stories of these children were very
similar: they did not participate in the learning process alongside their non-disabled peers.
One of the parents said that her child was taken out of the classroom in a kindergarten

while other children were studying:

He was isolated; he was not allowed to be with others. If it was winter, he was
kept in the bedroom. If it was spring or summer, he was sent for a walk. While
all the children were studying, he was walking outside. It irritated him, he felt
offended. Therefore, when he came back, he could spoil the artworks of other
children. Then, their parents complained to the kindergarten principal about
him®°. (P4)
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The kindergarten principal phoned this parent and asked her to keep the child at home, at
least for some time until parents of other children calmed down. After this incident, the
parent decided to transfer her child to another kindergarten. Another participant stated

such situations were common:

Sometimes parents put much effort to place a child into a regular kindergarten.
This is a big achievement for them. Then, parents [of typically developing
children] are informed about a child with a disability joining their children and
they give the principal an ultimatum: either you will take this child out the group
or we all will leave this kindergarten. The principal has no option other than to
remove the child and say, “You do not fit us”. You know it is so stressful for

both a child and his Mum®!. (P2)

Parent 4 added, “I wish teachers treated him with understanding and loyalty. I wish
teachers wanted to teach children but not just to make money”®. She also shared her
concerns about the absence of Individualised Education Plans (IEPs), “I would like IEPs
to be introduced and our teachers to understand that every child develops individually.
Even if children have the same diagnosis, their needs and levels of development are

different”®3.

Similarly, another participant started experiencing problems from her daughter’s early
years. First, the participant enrolled her child in a specialised kindergarten. After some
time, she was recommended a regular pre-school because the level of her daughter’s
development was high in comparison to that of other children. However, the principal of
a regular kindergarten did not want to admit the child, “It was hard because her diagnosis
was mentioned everywhere [in all documents] and it scared everyone. Honestly, we were
begging the principal to try and see how our girl would be doing amongst typical
children™* (P1).

After that kindergarten, the girl spent five years in a specialised school but according to
her mother, she did not gain any knowledge there, “She did not even know the
alphabet”®®. Later, the parent chose a private regular school, hoping that conditions there
would be more appropriate than at a public school. However, she was very disappointed,
“Teachers do not give her homework, they do not pay attention to her, they do not work
with her. She simply does not exist”*®. The participant complained that the girl had lost

her interest to study.
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Another parent, whose son is currently in an inclusive class, shared her experience of

when he was in a kindergarten:

Teachers need to be trained that these children are equal to others. They have the
same rights. |1 had many conflicts when he was in a kindergarten. | was told,
“What do you expect from him? He will not develop further®’. (P5)

One of the questionnaire respondents also emphasised the importance of training for
educators:

It is necessary to empower general teachers by training and by giving them a
responsibility to lead and promote inclusion in regular schools and challenge
segregated settings to promote a social model of inclusion in society. We need
to change the attitudes of professionals and society towards children with
disabilities.
Most teacher participants viewed their lack of knowledge related to teaching students
with disabilities as a major barrier to the enactment of inclusive programmes in their
schools. Teachers also expressed their concerns about inadequate working conditions that
influenced their performance and motivation. By inadequate conditions, they meant a

high workload, overcrowded classes, and low salaries. They stated that under those

conditions, it was hardly possible to meet even the basic requirements of inclusion.

In reporting the participants’ views on the subject of factors hindering the teachers’
success, two themes emerged. The first of these related to concerns about a lack of skilled
and qualified teachers. The second related to their working conditions. As the participants
mentioned, teachers did not want to involve children with disabilities in a learning process
because they did not know how to do that. Many studies show that the ability to teach
special needs students and a willingness to do it are interrelated (Agbenyega, 2007; Ali
et al., 2006; Avramidis, Bayliss, & Burden, 2000; Gal, Schreur, & Engel-Yeger, 2010;
MacFarlane & Woolfson, 2013; Savolainen, Engelbrecht, Nel, & Malinen, 2012).
According to these authors, many teachers often have negative attitudes towards inclusive
schooling when they have a lack of knowledge about children with disabilities and limited

experience in working with them.

However, teachers’ attitudes have nothing to do with ideology; they are based on practical
concerns about how educational inclusion will work in real life (Savolainen et al., 2012).
Practical concerns include teachers’ attitudes towards inclusive education and their
feelings of self-efficacy in the process of its enactment. Teachers may change their

attitudes if they gain professional knowledge to teach students with disabilities
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effectively. By professional knowledge, Shah, Das, Desai, and Tiwari (2016) mainly
mean “knowledge of disabling conditions, procedures required in developing and
implementing individualised education programs (IEPs), and government policies and
programmes for children with disabilities” (p. 36). The knowledge of inclusive pedagogy
should be also added to this list as it is crucial to enhance teaching while working with
learners whose abilities and skills vary significantly (Florian & Linklater, 2010).
According to Spratt and Florian (2015), “Inclusive pedagogy is a pedagogical approach
that responds to learner diversity in ways that avoid the marginalization of some learners
in the community of the classroom” (p. 90). In other words, inclusive pedagogy creates
an environment where a child’s uniqueness is supported and fostered, but at the same time

avoids the stigma associated with a child’s difference.

The success of inclusive education practices at schools depends largely on pre-service
teacher preparation programmes (Lancaster & Bain, 2010; Sharma, Forlin, Loreman, &
Earle, 2006; Taylor & Ringlaben, 2012). However, in Uzbekistan, current pre-service
teacher programmes in teacher training institutions do not include even the basics of
inclusive education. Consequently, pre-service teachers have no or little understanding of
inclusive education practices and disability issues. According to Participant 21, an enactor
of the Inclusive Education Project, recently, the RCSAC has started conducting a survey
at Pedagogical Higher Education Institutions. The purpose of a survey was to explore pre-
service teachers’ attitudes towards inclusive education. The Centre has completed the first
survey at Djizakh State Pedagogical Institute that was distributed amongst 141 teacher
candidates. The survey revealed that 82 percent of them were not familiar with the
concept of inclusive education and approximately 62 percent of those who were familiar
with this concept, were against the idea of inclusion. Currently, the RCSAC is negotiating
with the Ministry of Public Education to incorporate a 24-hour inclusion program into the
teacher-training curriculum. The Ministry generally appears to be reluctant to make
changes in the existing study programme. Yet, there is a hope the programme will be
reconsidered from the perspective of inclusion, given a marked increase of the importance

of inclusive education worldwide.

Professional development courses to raise in-service teachers’ knowledge of the concept
of inclusion are no less important (Pijl, 2010; Savolainen et al., 2012). However, as

indicated in Chapter Two, in many former Soviet Union countries training courses for in-
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service teachers are still mainly administered by Institutes of Defectology, which have
not made “appropriate paradigmatic changes towards an inclusive philosophy” (UNICEF,
2011, p. 12). The Open Society Institute (2002) also notes that the content of re-training
courses has not changed significantly since the Soviet times. In many cases, they do not
equip teachers with student-centred and interactive teaching methods, curriculum

planning, and assessment strategies.

In Uzbekistan, in-service teachers working with students with disabilities have to attend
special sessions once every five years (in total 40 hours) to improve their professional
skills (Education Sector Plan for 2013-2017, 2013). Providing all teachers with
professional development opportunities even once every five years is not realistic for the
government. According to the Open Society Institute (2002), in Uzbekistan, “the capacity
of teacher training institutions allows enrolment of only 60-65% of teachers every five
years” (p. 18). Another problem is that teachers from remote rural areas have fewer
chances for professional training than their peers from urban areas do. In-service training
institutions are mainly located in the capital city and not convenient and affordable for
rural teachers due to travel and accommodation costs. To address this situation, the Asian
Development Bank (ADB) offered to decentralise the delivery of teacher training to
increase the number of rural teachers attending training courses (Asian Development
Bank (ADB), 2010).

In the last few years, the situation does not seem to have changed much. At the end of
2019, the Ministry of Public Education conducted teachers’ assessment competence
amongst 12,261 general school teachers and principals in one of the regions in
Uzbekistan. The assessment revealed that professional knowledge of 66 percent of them
was unsatisfactory (Gazeta.uz, 2019). There is no information on assessment criteria used
for teachers’ evaluation. Yet, these results do not seem surprising given the overall
situation with the quality of teacher training and retraining programmes mentioned by

research participants and representatives from international development organisations.

As noted by the participants, international donors that carried out inclusive education
projects in Uzbekistan organised a number of short-term courses for teachers of pilot
inclusive schools. Participant 20 stated that recently, the RCSAC had organised teacher-
training courses within the framework of the Inclusive Education Project. The RCSAC

invited not only school and kindergarten teachers but also specialists of the Department
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of Public Education, lecturers of the Pedagogical University, and specialists of the
Institute of Improvement of Teachers’ Qualification. In addition, the RCSAC worked
closely with specialists of the Diagnostic Centre. In total, in 2017, the Centre trained
around 75 educators and 25 medical professionals. According to this participant, trainees
primarily learned about the principles of inclusive education, classroom methodologies
to teach students with special needs in an inclusive setting, and non-discriminatory
language. Developing IEPs to support students with disabilities was also given

considerable attention during the courses.

Based on this information and earlier statements, it seems that training courses for in-
service teachers remain largely dependent on donor organisations. Although donors
contribute to capacity building, teacher-training programmes are often not sustainable.
There may not be the long-term sustainability of training courses due to the high rate of
teacher attrition. As maintained by Participant 20, many trained teachers, who were
expected to continue teaching and to share their experiences with other colleagues, left
their profession. It could be argued that inadequate working conditions contribute to
teachers’ apparent reluctance to teach students with disabilities and their high turnover

rate.

Besides professional development opportunities, teachers need to be provided with
relevant conditions, such as small-size classrooms (Pedder, 2006) and financial incentives
(Tehseen & Hadi, 2015). There are many examples in research where a lack of these
components affected teachers’ performance. For instance, the study of Talmor, Reiter,
and Feigin (2005) identified that large class size is a major environmental factor
contributing to teacher burnout. These researchers state that in Israel, there are usually up
to 40 students in regular classes, and the presence of one or more students with special
needs often leads to teacher’s emotional and physical exhaustion. The study also revealed
that those teachers who had high expectations for inclusion experienced a greater degree

of exhaustion than those who had fewer expectations.

According to Pedder (2006), in large-sized classes, teachers do not have the flexibility to
use a variety of teaching activities, for example, monitoring and giving feedback. It is
also much more difficult to observe and control students’ behaviour in overcrowded
classes. Zarghami and Schnellert (2004) note that small classes significantly affect

students’ academic achievements as well as their integration, especially in the early years.
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These authors refer to McCrea (1996), who recommends the maximum student-teacher
ratio 15:1. This ratio would seem very desirable; however, it may be unrealistic for many
countries, especially developing ones. In Uzbekistan, a situation with class sizes is far
from this. One of the participants of this study stated that with the current high number of
students in a class, schools could only try to come up with a 25:1 ratio. Zarghami and
Schnellert (2004) emphasise that class size reduction cannot be effective by itself without
qualified teachers. To improve the academic achievement of students with disabilities,

class size reduction policies should be combined with hiring qualified school personnel.

Meagre salaries are an additional stressor for teachers (Engelbrecht, Oswald, Swart, &
Eloff, 2003). Narolskaya (2013) notes that in Uzbekistan, most teachers who work with
students with disabilities appear not to be motivated and would like to have less pressure
from school administration and higher salaries. This is in complete agreement with what
participants of this study have stated. To address this issue, the Uzbek government has
attempted to increase teachers’ salaries several times. Between 2004 and 2006, there was
an increase of approximately 185 percent. However, teachers’ wages are still significantly
below the average wage by 30 to 47 percent (Steiner-Khamsi, Harris-Van Keuren, Silova,
& Chachkhiani, 2008). Barmby (2006) points out that low remuneration strongly
discourages professionals and affects the quality of their work.

5.1.4 The absence of enabling legislation on inclusive education and a lack of law

enforcement mechanisms

Several participants made reference to the absence of inclusive education legislation in
the country to facilitate the development of a more inclusive educational system. This

statement of one of the participants reflects the views of many others:

The official document, registered at the Ministry of Justice, does not exist... You
may ask, “What about the Law on Education?” but it does not have the word
“inclusion” in it. The Law on Social Protection of People with Disabilities also
does not have it. By the way, that Law is not compliant with the UN Convention
on the Rights of Persons with Disabilities®®. (P22)

Four out of six questionnaire respondents also mentioned that inclusive education had to
be brought to the legislative level for it to be successfully enacted. Some participants said
no law meant no binding obligation for school officials to include learners with special

needs. They believed that if there had been appropriate legislation, the government would
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have been more committed to supporting inclusion. However, participant 20, an enactor
of the Inclusive Education Project, stated that the existing national legislation was enough

to move towards inclusion:

As a lawyer, | can say that the current legislative framework is good enough. It
allows us to enact inclusive education practices. There are no legal obstacles to
include students with mild special needs in regular schools®. (P20)

She provided a list of the normative legal acts for the enactment of inclusive education,
recently developed by the Ministry of Public Education and Ministry of Health. The list

includes the:

- Resolution of the Ministries of Public Education, Health, Labour and Social
Protection of Population No. 2519 dated 24.10.2013 ‘On the approval of the
provision on the Psychological-Medical and Pedagogical Committee (PMPC)
for referring children to specialised institutions (schools, boarding schools)’.
The document also mentions the PMPC gives recommendations on a transfer of
a child from one specialised institution to another specialised institution or a
general educational institution for education in inclusive settings (Chapter II,
para 7).

- Order of the Minister of Public Education No. 2685 dated 17.06.2015 ‘On the
approval of the regulations to transfer students with physical or intellectual
disabilities from one specialised educational institution to another specialised
educational institution or a general educational institution for teaching them in
an inclusive (integrated) setting (para. 5 chapter VI)’. It is indicated in the
parentheses: mental retardation, mild intellectual disabilities, hearing
impairments, visual impairments, cerebral palsy, etc.

- Resolution of the Ministries of Public Education and Health No. 2691 dated
30.06.2015 ‘On the approval of the regulations on organising home-based
education for children with physical or intellectual disabilities and those who
need a long-term treatment’, which also includes the regulations for organising
inclusive education (Chapter 1V, para 30).

- According to Item 266 of the State Program- 2017 “Year of Dialogue with the
People and Human Interests’, the Draft Resolution on organising inclusive
education in the Republic of Uzbekistan has been developed.

However, the majority of parents and some NGO representatives believed that even
though there was a legislative foundation for supporting education for children with
disabilities, it was not enforced. They explained that a lack of law enforcement had
serious implications for education as well as the welfare of people with disabilities. For

example, one of the participants, who was a parent and an NGO leader at the same time,
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mentioned that there were two programmes for people with disabilities officially existing:
for their rehabilitation and individual patronage. Yet, neither of these had been enforced:

| think if there were state mechanisms to enact the programme of individual
rehabilitation and there were people responsible for it, they would do what they
were supposed to do and look after their wards... The same problem was with
the programme of individual patronage. It does not really bring benefits to
people with disabilities and seems to be very vague... For example, my child is
a young man. He received everything possible from the family. He may have
better social skills than a typically developing child does. However, he is a
citizen, he is an adult, and he has rights to certain guarantees from the
government®, (P7)

In addition, some interviewees shared their thoughts about the Decree of the President on
Support of Persons with Disabilities, which had been issued by the President on
December 1, 2017. The decree outlines several spheres to improve the state support
system for people with disabilities and inclusive education is one of them. Many
participants believed that the Decree would help to make significant changes for people
with disabilities. For instance, Participant 20 stated that the Decree would support the
enactment of inclusive education in the country. Other participants (mainly parents and
NGO and DPO leaders) said that they had read it but they did not think it could be
beneficial for their children or for their organisations. They did not appear to have high
expectations for the recently issued Decree, arguably because the government had enacted
certain laws and regulations to protect people with disabilities in the past but none of them
seemed to be effective. When | asked Participant 23, a government official, how he would
respond to these concerns, he said there might be many different factors affecting the
enactment and enforcement of laws, such as the availability of financial and human
resources. One of the NGO representatives also pointed out that laws were ineffective

because there were no government officials assigned to monitor law enforcement.

According to Eleweke (1998), mandatory legislation related to inclusive education is
essential for its effective enactment. It is expected to provide guidelines for services for
children with disabilities, timelines, consequences for non-compliance, accountability,
financing, and evaluation and monitoring of a development process. This supports the
participants’ views who stated that legislation on inclusive education was necessary
because it would call on the government to commit to its enactment. Other participants,
currently carrying out the Inclusive Education Project, argued there was no need for

specific legislation to develop inclusion - the existing normative foundation was enough
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for that. Yet, the legal-normative acts outlined above seem to be vague. ‘An inclusive
setting” 1S mentioned there but these acts do not seem to be oriented towards inclusive
education. In addition to inclusive schooling, the documents consider other educational
settings for children with disabilities — specialised schools, boarding schools, and home-
based education. As long as these alternatives exist, inclusion is unlikely to happen in
practice. Therefore, in Uzbekistan and other countries, where the majority of children
with disabilities receive education in segregated settings, “consideration should be given
to the introduction of specific legislation backed up by policies and services to underpin
the ending of institutional care” (UNICEF, 2014c).

Previously, the Uzbek government has made certain attempts to revise the national
normative-legislative base from the perspective of inclusion. In the early 2000s, the
following legislative proposals were drafted: a Bill on alterations and amends to the
Uzbek Disability Convention; a Normative document on acceptance of children with
disabilities in colleges and lyceums; an Act on inclusive education; and a Law on
specialised educational foundations aimed at children with disabilities. Although some of
these documents were adopted on their first reading (Akhunova, 2007), none of them have

been promulgated.

Later on, the government introduced three Articles into the Law of the Republic of
Uzbekistan "About Guarantees of the Rights of the Child" (2008) (Articles 24, 25 and
29), added an Article “On inclusive education” to the draft of the revision to the law ‘On
Education’, and approved the regulation “About continuous inclusive education for
children and teenagers with special needs”. In 2011, the Government adopted the
Resolution of the Cabinet of Ministers “About regulatory-legislative acts on state special
education institutions for children with limited abilities” and the Annex to the Resolution
“Regulation on state special education institutions for children with deviations of physical
or psychiatric development”. These documents include regulations on transferring
students with special needs from specialised institutions to mainstream ones, there may
have not been many such cases. Yet, based on the participants’ responses and reports of

international organisations, there have not been many such cases.

Currently, high expectations are placed upon the new Law ‘On Education’, which the
Uzbek government is planning to enact soon (Education Sector Plan (ESP) of Uzbekistan

2019-2023, 2019). It is promised that the pending Law will be more focused on education
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for children with special needs. The Law will define inclusive education in compliance
with international human rights standards. First, education will be considered inclusive if
it does not discriminate children by their gender, abilities, ethnicity, social status, or
another basis. Second, inclusive education will specifically address the needs of children
with physical and mental disabilities. However, similar to the acts mentioned by
participants, the new Law will still promote and protect “a right for children to be
educated at home should they not be able to attend regular or specialised schools” and
allow medical practitioners to recommend specialised schools, “based on the interests of
the child” (Education Sector Plan (ESP) of Uzbekistan 2019-2023, 2019, p. 52).
Legislations that seemingly protect the right of children to study in a mainstream setting
are not effective. Taking into account the prevalence of the medical model of disability
in Uzbekistan, the way the law is formulated may be very convenient for medical

commissions and schools to justify their decisions for a segregated environment.

It seems apparent that the Law ‘On Education’ cannot replace legislation on inclusive
education. Although the new law will support the idea of inclusion in general, no policies
will specifically commit the government to developing inclusive education and ensuring
the provision of relevant services, flexible curriculum, individualised support, and
necessary means of communication for children with disabilities as stated in Article 24
of the CRPD. Mutepfa, Mpofu, and Chataika (2007) argue that “In the absence of any
mandatory order stipulating the services to be provided, and by whom, how, when, and
where, there could be no meaningful educational services for learners with disabilities”
(p. 343). Thus, there is still a pressing need for a separate legal provision to ensure the

meaningful realisation of inclusive education.

Other former Soviet Central Asian states should also have appropriate legislation and
explicit policies in place to ensure that children with disabilities are included in
mainstream institutions. The Open Society Institute (2009) provides two examples of
issues related to inclusive education legislation in Central Asia. In Tajikistan, the concept
of inclusive education was a part of the National Poverty Reduction Plan. There was no
specific legislation stating that children with special needs had to be included in regular
schools. As a result, there were no funds allocated for the enactment of inclusive
education and there was no control of the enactment process. Another example is

Kazakhstan. Even though the country has signed the CRPD, which provides a framework
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to include children with disabilities in regular schools and developed legislation, the local
and national legislations were not always consistent. This resulted in a poor financial

provision for inclusive education initiatives (Open Society Institute, 2009).

Based on the participants’ responses, another serious obstacle to successful inclusion is
the absence of proper law enforcement mechanisms. There are some examples in the
history of disability where legislation made little difference for people with disabilities
due to a lack of enforcement mechanisms. One of these is the Disability Discrimination
Act (DDA) in Great Britain. According to Barnes, Mercer, and Shakespeare (1999), the
DDA was not effective and one of the reasons is that it was not monitored “the Act is
toothless because there is no enforcement mechanism whatsoever. This means that
disabled individuals must challenge unfair discrimination themselves” (p. 90). Another
example is the Individuals with Disabilities Education Act (IDEA) in the United States.
Even though more than seven million students with disabilities across the country
received special education services thanks to the IDEA, the Act was not enforced
effectively enough at both federal and state levels (Wakelin, 2008). It had a particular
impact on minority students from low-income communities. Taking into account that in
some districts, African-American males represented 41 percent of special education
students who experienced “educational disenfranchisement” (Wakelin, 2008, p. 264), we
can see the extent of the problem caused by a lack of enforcement. A similar situation
appears to occur in Uzbekistan. Regardless of a country’s level of development, the
consequences of the law enforcement problems are the same: people with disabilities are
not provided with services intended to support them.

All these examples indicate that the enactment of inclusive education is less likely to be
successful without appropriate mandatory legislation and adequate mechanisms for its
enforcement. Of course, the success of inclusive education practices does not depend on
legislation alone. There are many other requirements for that. However, legislation
consistent with the human rights standards is an important prerequisite that forms the
basis for meaningful inclusion. As Baquer and Sharma (1997) state, “Although legislation
cannot alone radically change the fabric of a society in a short span of time, it can
nevertheless, increase accessibility of the disabled to education and employment” (p. 274).
Finally and importantly, legislation and policies on inclusive education foster changes in

societal attitudes towards children with disabilities. Negative attitudes have a profound
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impact on their access to education. “They can lead parents and teachers to believe that
children with disabilities are not capable of learning” (UNICEF, 2014c, p. 17). Therefore,
laws and policies encourage society to start thinking about the idea of including children
with disabilities in regular schools and raise questions about the beliefs and practices

related to disability prevailing in society.
5.1.5 Attitudinal barriers

According to the majority of participants, people with disabilities face multiple barriers
every day but of these, attitudinal barriers are the most pervasive. Much has been written
and discussed about the serious issues children with disabilities experience as a result of
societal attitudes. This section is focused on the stigma coming from family members and

potential employers.

A common view amongst the interviewees was that inclusion should start within families,
but many families still tried to hide their children born with disabilities to avoid social
stigma. One of the participants, who volunteered for the Society of the Blind, stated that
in the Tashkent region alone, 20 unregistered children with visual loss had been identified
recently, “They are isolated. No one knows about them: what their names are, who they
are. They do not even have birth certificates and passports. You know there are many
such places in rural areas”® (P22). The participant added that the Society of the Blind
had searched children with visual impairments only. The number of hidden children
would have been much higher if they had expanded their search and included children

with other disabilities.

Participants 12 and 13 had a similar view. They stated that many parents felt ashamed to
have such children and kept them at home. Parents often did not have high expectations
for them and, therefore, did not want to invest in their education and life in general.
Participant 11 shared her story. A new student was assigned to her class. His parents kept
the boy at home until he was 16 and then sent him to a specialised school but the
participant said the school administration did not know how to work with him. The
student was placed in a class according to his age, but he was not able to catch up to his
classmates academically or socially. One of the participants noted that many families tried
to hide their little children with disabilities but that they could not do it for their children’s

entire lives:
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Many families are still hiding their children. However, thanks to God, the
situation has been changing from year to year... Well, they can hide him while
he is little but then when he is in grades 2, 3, 4, they need to come out. There are
some parents like that, but this is our mentality...%. (P6)

He continued:

Even our relatives avoid us. Sometimes they invite my parents for family events.
If they invite me, they always ask not to take my son to the event. | would not
take him anyway, but they remind me, and it is very painful. They often say, “He
is mentally retarded. Why do you keep him at home? He is a torture for
everyone”®, (P6)

Other participants also experienced pressure from close relatives after they had given

birth to children with Down syndrome:

The first six months I was thinking, “Why?! What did I do wrong in my life?”
My husband’s relatives said to me, “There must be something”, although I was
a good daughter-in-law and tried to please my husband’s family®4. (P2)

My mother-in-law did not want a child with a disability. My husband did not
know what to do. He did not know whom to support - his Mum or me. It was a
very difficult time... It is our mentality: Uzbek families do not accept children
with disabilities. My mother-in-law asked, “How did it happen? How could my
healthy son have an unhealthy baby?”. That was a problem for her and she told
me to exchange the child [for a healthy one]... I was going from one maternity
hospital to another, trying to find an abandoned girl. She had to look like us... I
spent four months on that... Honestly, I was shocked, and I did not realise what
I was doing. | did not realise how | could abandon my own child and adopt
another one... I did what my mother-in-law told me to do because | wanted to
keep our family... We found another child and went through the adoption
process. Then we brought the child home and that moment I realised that | would
not be able to live without my child. | was breastfeeding and taking care of her
for four months and then exchanged her. | was crying and crying. My husband
was also crying. We were crying together... Then I came to my husband and
told him about my decision: “If you cannot accept her, we can go for a divorce”.
He supported me, he said, “We will do what you decide”. Then I got my child
back®. (P1)

According to the participants, there was a strong disability stigma in employment too.
Participant 12 stated that employers did not want to employ graduates from specialised
institutions. Institutions for children with intellectual disabilities were of particular
concern. Their graduates were usually not employed even though they had been trained
for certain specialisations. Participant 17 stated that the employment of graduates was one

of the most serious challenges for parents and their children, but she did not see any
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solutions. To avoid the problem, many parents preferred keeping their children in general
schools, although there were no proper conditions for them in those schools.

One of the parents felt very uncertain about the future of her daughter:

My only problem is the future of this child. Well, now she goes to school but
what will she do after that? What will be her future in our country with our
mentality? | am very concerned, and I have no idea... We [parents of children
with disabilities] are trying to develop their vocational skills and contact
authorities for help but they are not interested®®. (P1)

She added that if parents wanted their children to be employed, they had to create job

opportunities for them themselves. She and other parents were thinking about opening a

cafe or a small shop for their children when they grew up.

Another parent was also concerned, “They [young people with disabilities] are not
competitive. With the current condition at the labour market who will employ them?”®’
(P7).

When I raised this issue during the interview with Participant 23, he referred to a disability
employment quota introduced to improve the employment prospects for people with
disabilities:

In Uzbekistan, decent employment is not an easy task not only for people with
disabilities! Surely, you have heard about the Law of the Republic of Uzbekistan
"On the social protection of people with disabilities” (a new bill is being
prepared now). It states that depending on the number of vacancies, employers
have an obligation to hire people with disabilities in compliance with an
employment quota and the Inspection Department under the Ministry of Labor
must control the availability of these vacancies for people with disabilities.
Violation of this requirement is punished by the same law®®! (P23)

However, some other participants raised the problem of non-compliance with a disability
quota. One of them shared a story about a dance teacher with a hearing impairment:

One of the school teachers organised a dance studio for students. They are
amazing dancers. However, the school could not employ him officially. You
know, there was no vacancy for him, although nobody at school could dance
better than he could. He graduated from the circus school and that was not easy
for him. Even though there is an employment quota system for people with
disabilities and he has the second disability category, the school could hardly
keep him. Our legislation is so... In the past, people who had the first or second
disability categories were allowed to work but when the Medical and Labor
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Expert Commission came under the jurisdiction of the Ministry of Finance, they
were no longer allowed to work®. (P7)

When | asked the reason for this, she said that those who were entitled to disability
allowances were not allowed to work. She noted that a three-percent employment quota
for people with disabilities did not work in reality. She concluded that if a person with a

disability managed to get a job, it would be his/her accomplishment only.

Similarly, Participant 22 said that the disability employment quota was not helpful
because there was no effective system to monitor the employment of persons with
disabilities. He stated that several years ago organisations that employed people with
disabilities had been given tax-exempt status. Then, the government stopped that practice
because many organisations had hired people with disabilities only to avoid paying taxes.
Since that time, only those organisations that were registered under the Society of People
with Disabilities and hired more than 50 percent of persons with disabilities could get tax-

exempt status.

The cultural reasons why children with disabilities remain unregistered have been
examined at the beginning of this section. According to the participants of this study,
families are reluctant to report their children’s disabilities as they fear of social stigma.
Lacking official recognition, these children do not receive relevant social services nor the
legal protections that are critical to their survival and development. Arguably, the
situation has not been addressed properly, although the CRC, ratified by Uzbekistan in
1994, states explicitly that every child has to be registered immediately after birth and has
the right to a name, a nationality, and being cared for by his/her parents (Convention on
the Rights of the Child, 1989, Article 7). Article 18 of the CRPD restates the same
provision but for children with disabilities in particular (Convention on the Rights of
Persons with Disabilities, 2006). Mute (2018) explains that the need for a specific
provision concerning children with disabilities arises because cultural and religious

practices often undermine their right to registration.

Similarly, Katsui (2005) states that in Central Asian countries, cultural prejudices
prevailing in societies strongly influence the attitude of families towards their children
with disabilities. In many cases, “When a disabled baby is born, the unfortunate story
quite frequently begins already” (Katsui, 2005, p. 64). This resonates with the participants’
experiences of being stigmatised because of giving birth to a child with a disability. Even
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if a child stays in a family, he/she is often treated differently from their typically
developing siblings and is not given the same opportunities as their sisters and brothers.
Katsui (2005) notes that some Uzbek mothers said in front of their children with
disabilities, “There is only hope left for the daughters (her son is disabled)” and “It’s pity
to see him all day like this” (p. 65).

A recent UNICEF study revealed that in Uzbekistan, parents of children with disabilities
were one of the main factors why their children never attended a school or dropped out
of it (United Nations, 2019b). “My parents did not want me to study” was one of the most
frequent answer choices indicated by participants in the study. Katsui (2005) also points
out that in many cases parents feel guilty and ashamed for giving birth to children with
disabilities and try to hide them at home. When their children grow, they force them to
stay at home with no access to education. This researcher concludes that this tends to

occur more frequently in Uzbekistan than in other Central Asian countries.

It would seem that women bear a strong social stigma once they give birth to a child with
a disability. These women often follow cultural values and rules imposed by society. The
participation of Uzbek women in family decision-making and in society generally, is
limited by gender stereotypes (Mee, 2001). Arguably, due to the role attributed to women
in traditional Uzbek society, they are not always willing to fight against discrimination
and, therefore, tend to hide their children at home or institutionalise them. Previous
studies have shown that the oppression of mothers of children with disabilities occurs
frequently. For instance, Gaad (2004) notes that when a Egyptian mother of a girl with
an intellectual disability was asked why she had placed her daughter at a segregated
school, she replied “that was how society placed and categorized her” (p. 317). The
woman made that choice because any other person from her community in her situation

would do the same, although personally she was against marginalising the child.

Other studies also revealed that mothers of children with disabilities were strongly
influenced by traditional beliefs. In many cases, similar to the participants of this study,
these women were discriminated against by family members and relatives. For instance,
in a study by Kalyanpur and Gowramma (2007), some mothers reported that due to
disabilities of their children, in-laws significantly restricted their social interactions.
These authors noted that some women were frequently blamed for having a child with a

disability and were humiliated. This even led them to thinking about committing suicide.
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In some cultures, the influence of a mother-in-law is very strong. A study of Maloni et al.
(2010) found that Bangladeshi mothers stated that they felt obligated to follow their
mothers-in-law wills, even if they went against their own desires and beliefs. One woman
said, “My mother in law believes in traditional healers very much. I don’t, but if she tells
me, then [ have to go there” (p. 849). It seems apparent that stigmatizing attitudes towards

mothers of children with disabilities are prevalent in many developing nations.

Maloni et al. (2010) suggest that education and peer support networks provided to family
members, especially to elder ones, play an important role in addressing these issues. If
family members have a biomedical understanding of disability and treatment, they will
most probably change their attitude towards children and their mothers. The researchers
state, “such an understanding may translate into improved social and educational
opportunities for CWD” (p. 845). Similarly, Danseco (1997) notes that understanding
beliefs and the culture where those beliefs are formed is critical for professionals to

develop appropriate intervention services for children with disabilities and their families.

Discrimination of people with disabilities continues in the employment sector as well,
although Article 27 of the Convention on the Rights of Persons with Disabilities (2006)
precisely states about their right to work on an equal basis with other people. Research
indicates that young people with disabilities are especially disadvantaged in the labour
market (Bassett, Lloyd, & Bassett, 2001; Carter, Austin, & Trainor, 2012; Lindstrom,
Doren, & Miesch, 2011). One of the most significant barriers to unemployment amongst
people with disabilities in both developed and developing countries is social stigma
(Bassett et al., 2001). Employers often have a negative attitude towards hiring people with
disabilities, especially those who have intellectual disabilities. Such attitudes often lead
to the reluctance of employers not just to give a job to a person with a disability but also

to support his/her professional development if that person is hired (Bassett et al., 2001).

Similarly, Lindsay (2011) notes that individuals with disabilities often face many issues
at the workplace, such as “non-accommodating environments, inadequate income support,
lack of opportunities and little political influence” (p. 1341). They also experience
discrimination in the types of jobs they receive. They are primarily employed in lower-
status and lower-paying positions. Temporary employment and part-time jobs are also
higher amongst people with disabilities, compared to those who do not have disabilities.
In her study, Lindsay (2011) explored the barriers experienced by young people with
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disabilities (aged 15-24) when seeking employment. They experience different barriers
to employment: social isolation, discrimination coming from other employees,
inaccessible transportation, and being given less responsibility at the workplace. Lindsay
(2011) concludes that restrictions on employment are often a result of barriers and
discrimination in society. According to Groce (2004), in the developed world, the total
number of adolescents and young adults with disabilities is about 30 million, while in the
developing nations this number is much higher - 150 million. Given these numbers, we

can see the scale of the global unemployment crisis amongst youth with disabilities.

Although there is a lack of official statistics related to the employment of young people
with disabilities in Uzbekistan, the majority of them are known to be unemployed. As
stated by Uzbek Society of Disabled People (2014), there are many reasons for that. Some
of them are stigmatisation of people with disabilities at their workplaces; the absence of
professional development services for people with disabilities; a lack of viable tools to
enforce labour rights; and many others. Government legislation supports the provision of
jobs for people with disabilities and prohibits any form of discrimination in employment.
The participant drew attention to the law stating that each company’s workforce must
include at least 3 percent of people with disabilities. Companies whose workforce consists
of 50 percent of people with disabilities are exempt from income tax. Yet, these measures
do not change an employment situation for people with disabilities significantly. For
instance, according to Japan International Cooperation Agency (JICA) (2002), in 2000,
43,924 jobs were opened for people with disabilities but only 2,914 of them were
employed. The rest remained unemployed due to low wages and poor work conditions.
Currently, the employment rate for people with disabilities still remains very low at five
percent (United Nations, 2019a).

The United Nations Development Programme (UNDP) (2012) conducted a study in three
Uzbek cities to identify social attitudes towards the employment of young people with
disabilities. The study included in-depth interviews with 160 participants and analysis of
175 articles. The results showed that people with disabilities experienced social stigma
not only from the community they live in but also from their families. As previously
mentioned, families often avoid the negative attitudes of society by hiding their children.
They simply do not allow them to attend vocational colleges or work. According to United
Nations Development Programme (UNDP) (2012), there is also a cultural belief that a
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respectable family would never allow their child with a disability to work. To keep face
in front of others, families prevent their children from being employed. It turns out that
families experience stigma coming from society and then this, in their turn, affects their
children. There is also a perception amongst employers that people with disabilities may
take sick leaves too often. However, the attendance rate of employees with disabilities is
high enough and they do not take sick leaves more often than employees without
disabilities do (United Nations Development Programme (UNDP), 2012).

The United Nations Development Programme (UNDP) (2012) involved local DPOs in
assisting young people with disabilities with employment. It was very advantageous
because DPOs have both high motivation towards a more inclusive society and a strong
understanding of issues that are important to people with disabilities. There were some
initiatives taken by DPOs in Uzbekistan. For instance, the DPOs “Millenium”, “Opa-
Singillar”, and the Association of Business Women with Disabilities helped 203 people
get employment. These organisations also actively raised awareness about their rights and
helped them confront the prejudice and discrimination they frequently encountered. The
UN recommends that more specialised vocational colleges should be established
throughout the country. These institutions are considered helpful because they provide
training for different industries including “the modelling and manufacturing of garments,
the repair and maintenance of radio and TV equipment, the operation of show-making
businesses and the production of knitted garments” (p. 12). As the United Nations
Development Programme (UNDP) (2012) states, these colleges will contribute to the

development of certain professional skills of youth with disabilities.

A significant increase in specialised colleges across the country might be helpful.
However, it cannot improve graduates’ chances of getting a job because this issue is much
more complex. According to the findings of this study, the problem is not a lack of
professional skills of young people with disabilities but attitudinal barriers existing in
society. Even with a qualification, people with disabilities are not hired because of the
employer's fear and prejudice. Furthermore, a focus on segregated institutions appears to
be in contradiction with the idea of inclusion. Deinstitutionalisation has to be pursued at
all levels of the educational system, including vocational colleges. Papay and Griffin
(2013), who discuss the importance of post-secondary education for people with

intellectual and developmental disabilities (IDD), state there should be advocacy for
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inclusive post-secondary education that will lead to innovative opportunities for people
with IDD to access colleges with their non-disabled peers.

Another issue raised by parent participants was lack of support from government agencies
with employment of their children. Preparing students with disabilities for the workforce
has to be a concern of different agencies and organisations, including relevant Ministries.
Educational institutions and families may not be able to address this complex issue by
themselves. There are a number of studies and practical guidelines recommending
bringing together government officials, teachers, psychologists, social services, potential
employers, community representatives, and students’ families in order to increase the
employment of young people with disabilities (Center for Youth and Communities, 2015;
Park, 2008; Sabbatino & Macrine, 2007). Sabbatino and Macrine (2007) note that
collaboration amongst all stakeholders can foster a socially relevant programme and the

development of an effective transition system within special education.

However, transition services are not mandatory in the majority of developing countries,
although the Convention on the Rights of the Child (1989, p. Article 23) commits them
to recognise the special needs of children and ensure their access to preparation for
employment. As maintained by the participants of this study, in Uzbekistan, there are
neither transition programmes, nor supported employment services for students with
disabilities at schools. It is one of the major reasons for unemployment amongst these
people. Some developing countries, where transition services are not supported by
legislation, still attempted to increase employment opportunities for school graduates
with disabilities. For example, in Malaysia, a number of NGOs were involved in assisting
young people to obtain employment and maintain it. NGOs have provided job-related
training and organised support services particularly for those who have severe disabilities
(Abdullah, Mey, Eng, Othman, & Omar, 2013).

Participation in employment for young people with disabilities is critical. It offers
“income, social relationships, social status, daily rhythms and often meaning in life”
(Lindsay, 2011, p. 1340). Therefore, barriers to their employment need to be addressed.
Other issues that arise in the process of development of an inclusive environment also
need to be considered and resolved. With inclusion in place, young people with
disabilities will be given equal opportunities to receive education and get employment as

their able-bodied peers. Inclusion will make them more successful throughout their
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lifetime and, hence, our society will receive intellectually developed and civic-minded

citizens.
5.1.6 Summary

Participants’ insights and analysis of the existing literature demonstrate that Uzbekistan,
as one of many developing countries, faces many challenges in the enactment of inclusive
education. One of them is the non-availability of teacher aides in general schools.
Effective inclusive practices are hardly possible if students with disabilities are
“supported” by their parents, who function as teacher aides with no professional expertise
for that. Many parents, who ideally support inclusion and want their children to study in
mainstream settings, seem to be reluctant to place them in inclusive classes due to lack of

professional support.

Inaccessible infrastructure is another serious issue mentioned by participants and
international organisations. Many children with mobility impairments who started their
education in general schools either leave because they cannot access classrooms and
toilets or heavily depend on their peers or parents for that. Others do not even consider
institutions where there are no ramps, special lifts for wheelchairs, and assisted toilets.
According to participants, currently, the government is reconsidering the school and
public infrastructure to make these institutions more accessible. However, in many cases,
technical requirements are not followed when infrastructure and facilities for people with
physical disabilities are built. For example, the gradients of ramps built in cities are too
steep for people using wheelchairs and in such cases, they still need assistance to enter
buildings.

The shortage of qualified teachers appears to be one of the greatest challenges for the
enactment of inclusive education. In Uzbekistan, many teachers in mainstream schools
are not sufficiently trained and motivated to work with students with disabilities. To
develop teachers’ skills and confidence, they need to learn more about inclusion during
both pre-service and in-service training. In addition, to achieve significant change
requires reconsidering the working conditions of teachers. Currently, many of them work
in large multi-level classes with limited resources. As noted by teacher participants, with
these issues, it is hardly realistic to require them to work with students with disabilities

and expect them to be successful. It implies that they will most likely be willing to accept
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responsibility for these students and become agents for educational inclusion if given

proper support.

The absence of a law pertaining to inclusive education, consistent with international
human rights policies, would seem to be one more challenge hindering the inclusion
process. Even though the Uzbek government is working on the new law ‘On Education’,
there is no specific national legislation on inclusive education. After reviewing
international literature on enhancing inclusive education in developing countries, it is
apparent there is a need for an appropriate legislative framework. It would support the
government at both the national and local levels to move towards inclusion having a

common vision and a consistent approach (UNICEF, 2014c).

Another pervasive barrier to creating social and educational inclusion is the attitude of
society towards people with disabilities. They are often treated as different and sometimes
as a threat. According to the results obtained, many parents try to hide their children to
avoid negative public attitudes. They purposely do not request official social support and
medical help, and at a later stage do not send children to schools. While growing, children
with disabilities are discriminated at all stages of their life: kindergartens, schools, and
workplaces. Discrimination causes the devastating consequences for children and often
their families: social isolation, lack of developmental opportunities, feeling of

worthlessness, and low self-esteem.
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CHAPTER SIX
FINDINGS & DISCUSSION

Parental Involvement, Support from the Government, and
Medicalisation of Disability

6.1 Introduction

The remaining three themes are put in one chapter, as they have no significant sub-themes
that emerged from the respondents’ ideas. The themes are: the importance of parental
involvement; support and cooperation with the government and other agencies; and the
medical model of disability and the legacy of defectology. These themes provide critical
analysis of the experiences of parents, teachers, NGOs, and the government in supporting
children with disabilities and describe the relationships amongst these key groups for

creating an inclusive education environment.
6.2 The Importance of Parental Involvement

The vital importance of parents’ participation in the upbringing and education of children
with special needs was raised by all teachers and many NGO and DPO representatives.
They were very clear that parental involvement and attitudes, and the quality of child-
parent relationships, were critical in the development of any child but particularly of a
child with a disability. However, the teachers who participated in this research stated that
parents often struggled in a number of ways and were not fully involved in the upbringing
and development of their children. The participants noted the following issues: a lack of
financial resources to support children, child neglect, and a lack of parent advocacy skills.

According to the teachers, many students with disabilities come from financially insecure
families. A participant working with children with intellectual disabilities said, “Our
students mainly come from low-income families. The surroundings affect their cognitive
as well as physical development”’® (P12). When | asked her how exactly the surroundings
affected child development, she responded that many parents spent much time trying to
make some money to survive. They often had neither opportunities nor time to contribute

to their children.

Another participant, working with students with physical disabilities had a similar view:
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If we analyze family situations of these children, we will see that two students
out of 12 come from relatively financially secure families. The rest of them come
from needy families, incomplete families, or families living in remote areas. All
these factors affect children’. (P12)

Some participants noted that a low level of parental education was one more reason

why they could not help their children with disabilities to develop:

Not all our parents could contribute to the development of their children... Not
many of them can work day after day for that. It takes so much effort. There are
not many such parents. Many parents left their children at specialised institutions.
I cannot say they left them there because there do not want them but because
they do not have knowledge and information, and because they cannot read. Due
to their low level of education, they cannot find the information and contribute
to the child’s development. They think, “He differs from others. He cannot read
and write”. They try once or twice and if there are no results, they give up and
send their children to boarding schools’. (P15)

Another research participant said that in addition to financial problems, some families
raising children with disabilities had problematic behaviour, for instance, excessive
alcohol drinking, and did not take responsibility for their children. His opinion was

reflected in the views of many other participants:

We inherit this problem because society or the system does not give any chances
to children from vulnerable families. Why? Because they are born in such
families - families that already have histories; their histories are bad initially.
They have weak social positions, low earnings, and bad habits. Children for them
are just by-products of their sexual activities. If it had been possible not to have
these children, they would not have had them. However, they were born and they
had to do something with them. Therefore, they have somehow adjusted [by
sending their children to a boarding school]... Many of these parents are from
here [a boarding school for children with intellectual disabilities]; even
children’s grandparents are from here’®. (P10)

This participant continued to say that a better patronage system was needed to take those
children out of their families and place them in other families who could take care of them.
He believed that it would be a better option for them than staying in boarding schools,
which was “similar to being in prison”’#. The participant said, “They do not see a family
here, they do not see family relationships, and they do not see those things that will be

essential for them in their further life”’.

Participant 13 stated that many of her students came from very problematic families and,

therefore, the school had to fulfill some responsibilities that were supposed to be taken
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by their parents: feeding these children, helping them with hygiene procedures, and

entertaining them (e.g. taking to a theatre or circus).

Another participant shared her positive experiences where parents had supported their
children and contributed to their development. She told about a boy with a physical
disability who studied well at school and was able to enter a very prestigious university,
“His family supports him. They support him emotionally first, “You are not worse than

others. You are equal to all of us”’® (P11).

She maintained that such an attitude empowered the boy and made him more confident.
That participant, who has a disability herself, shared a personal example. She emphasised
that she had achieved a lot in her life thanks to the support of her parents. She shared a
story about her neighbour with a physical disability whose relatives believed she did not

deserve to have her own life:

My Mum told me, “I do not want you to be like our neighbour”... We had a
neighbour who was barely able to drag her leg behind her and could not bend
her arm. She got old, taking care of her little brothers, then children of brothers,
then grandchildren of brothers, and then she died”’. (P11)

The participant said this was a widespread attitude towards females with disabilities,
whose situation was even worse than that of males with disabilities. She continued that
females with disabilities faced double discrimination due to disabilities they had and the
prevalence of traditional gender roles in the Uzbek culture. In many cases, they face even
greater social rejection in terms of education, employment, and marriage than males with

disabilities do.

Another participant mentioned the importance of early intervention programmes and
considered that passive parenting could cause much harm to children. She said that the
first three years of a child’s life were critical for his/her further development, and parents

should not miss that time:

Now, when I see older people [with Down syndrome] — 20, 25, 30-year olds, |
see that they have the same conditions as described in books: they are sedentary,
demonstrate tongue protrusion, cannot control a salivary flow... eyes, hands.
Their parents have missed their development in the early years. They did not lay
the foundation for the future of their children’®. (P4)

She added:
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Every parent, whose child is diagnosed with a disability, should be given the
wings [supported and inspired]. Psychological support is very important for
parents... A child needs to be developed regardless of his/her disability. Parents
should start it right after a child is born or after he/she is diagnosed”®.

A number of other participants also shared their views about the importance of active
parental involvement in a child’s development. They stated that parents should be more
active and dedicated to their children with special needs, even though it requires a lot of
effort and time. One of the parents said that activism was a major part of her experience
of being a parent of a child with a disability, “Parental activism is similar to citizen

activism”®. (P7)

Participant 7 believed that some years ago parents had been more engaged. They were
contributors before but now they act more as consumers, “If 15 years ago families came
to us because they wanted their children to socialise, go to school, develop certain skills,

now they call us and ask, ‘How can you help?’, ‘Do you give money?’ 8L,

However, some participants stated that a lack of motivation amongst parents of children

with disabilities could be explained by their financial hardships. One parent stated:

Parents of children with special needs have to pay twice as much as others
because their children are “special”. Even these limited opportunities that exist
for us are more business-oriented. Forty minutes of swimming costs 50,000
[UZS, approximately 5,0 USD]. I think it is unrealistically expensive®?. (P4)

The parent explained:

On average, one lesson with a logopedist costs 5-10 dollars [USD]. | would
understand if it was just articulation but these children have to spend years to
develop their speech. To pay 10 dollars for one lesson for many years is very
expensive®,
Similarly, Participant 5 stated several times during the interview that she could not afford
a logopedist for her son. She was sure if her son had been supported, he would have made
better progress in his speech. Participant 7, raising a child with cerebral palsy, also said
that development opportunities for children with disabilities were often not affordable.
She added that many families did not even have money to commute with their children

to and from school, let alone access to other learning opportunities.

Another identified problem associated with parenting a child with special needs was a

lack of parent advocacy skills and a general knowledge of the relevant law. The majority
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of NGO and DPO representatives working with parents of children with disabilities
emphasised that parents were often not familiar with the existing laws and did not

participate actively in their child’s life. This is what one interviewee participant said:

Recently, a woman has seen the Constitution for the first time, “Such a good
book. Give it to me to read”. Eventually, she got what she wanted when she
demanded [her son’s] constitutional rights. She simply said, “Is my child a
citizen? He is... It means he has these rights”84. (P8)

Many parents encountered issues when their children had to go through the Medical-
Psychological-Pedagogical Committee (MPPC), which made a decision where to place a
child: into a specialised institution or a general one. In many cases, the Committee sent a
child to a specialised kindergarten/school without considering a parent’s opinion. Many
parents mentioned that their children had been directly sent to specialised schools. One

of the parents said, “It was out of the question, no one even tried to talk to a child”® (P1).

Some parents admitted that they had put pressure on members of the Committee to make
them release official permission for their children to study at the general
school/kindergarten. For instance, one of the participant’s husband was an influential
person. The Committee members told her, “We respect him [her husband] a lot and,
therefore, we will give you permission with no questions, but then you do everything by
yourself [no longer rely on us]”® (P4). According to the participants, they were also
aware of instances of bribery. In such instances, money helped them induce medical

officials to give recommendations for general educational institutions.

Participant 20, a lawyer and an enactor of the Inclusive Education Project, was asked to
respond to this issue. She said, “They are official guardians of their children and
according to the law, they make decisions... The decision made by the Committee should
not stop them. If they do not agree with it, they should go further”®’ (P20). She also
emphasised that the RCSAC offered consulting services for parents. Parents regularly
receive legal assistance in addition to psychological, pedagogical, social, and medical

support.

Similarly, participants from the NGO group commented that they often provided juridical
advice for parents of children with disabilities whose rights had been violated. These
parents either did not even know about the violation of their rights or they knew but were

not sure how to act in accordance with the law. According to the NGO representatives,
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parents need to have knowledge and skills to function effectively within their role to
promote social change for children with disabilities. For this reason, many of these
organisations provided support services and training to help parents to become advocates
for their children. As this group of participants stated, many parents became advocates
after experiencing distress related to the unfair treatment of their children. For instance,
one of the NGO participants shared that a mother of a child with a mild disability came
to an NGO to seek help because her child had been refused an opportunity to attend a
general kindergarten. After the woman had been given support in the form of legal advice,

she helped other parents who faced similar issues.

There were many similar examples provided of parents not only supporting their children
but also helping others. Parent activists also raised awareness of disability issues. For
instance, the parents of children with Down syndrome organised a fashion show with the
participation of their children. Their purpose was to demonstrate to society that “these
children can also develop, can be ordinary kids, can study”®® (P2). Another example was
an initiative of a father of a child with autism who regularly meets with students of a
regular school to tell them about people with disabilities and their lives. The initiative
was supported by the school administration as well as by students’ parents. Many of the
parents of children without disabilities noticed that their children had become more
compassionate. These efforts of parents are very important and have direct relevance to
the research question that focuses on parental contribution to creating an inclusive

environment.

In reporting the participants’ views related to parents of children with disabilities, three
themes emerged. These were a lack of parental care and nurturance, shortage of financial
resources, and lack of advocacy skills and a general knowledge of the relevant law. As
mentioned previously, the literature focused on the lives of children with disabilities and
their families in Uzbekistan is limited. Therefore, the following section is discussed in
the context of international literature and where it is possible, drawing from studies

considered more relevant to Uzbekistan.

Lack of parental care and nurturance. According to many participants, the
development and well-being of children with disabilities, in many respects, is very
dependent on their parents. Some of the parents support their children as much as they

can, while others overlook their children and their needs. Myers et al. (2002) identify four
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types of neglect: physical, emotional, mental health, and educational. Physical neglect
includes failure to provide basic physical support (shelter, food) and protect a child from
harm. Emotional neglect is inattentiveness to a child’s emotional well-being. Mental
health neglect refers to a refusal to provide necessities to a child in accordance with
medical procedures, for example, medications or therapies. Educational neglect is a
failure to comply with the requirements for school attendance. Regardless of the type,
child neglect has negative short- and long-term effects on children’s cognitive, emotional,
and physical development. Some of those effects are negative views of self, poor social
adaptation, emotional instability, care-giving deficits, homelessness, poverty, and family
breakup (Hildyard & Wolfe, 2002).

Sullivan and Knutson (2000), who assessed the prevalence of abuse and neglect amongst
children with disabilities, found that they were neglected 3.76 times more than their peers
without disabilities were. There are potentially a number of reasons for this but the teacher
participants viewed bad habits of parents, such as drug addiction and alcoholism, as major
ones. They stated that some parents of their students were prone to those troublesome
habits that often led to family conflicts and marital disruption. The literature indicates that
the incidence of alcoholism in families raising children with disabilities is not uncommon
in the former Soviet Union countries. Hartblay (2006), in describing a situation of women
raising children with disabilities in rural Siberia (Russia), states, “fathers often leave
families of children with disabilities or become alcoholics, and the mothers must carry on
with strength” (p. 92). Bilson and Markova (2007) call such parents asocial and note that
they might be irresponsible and with a wide range of problems. Similarly, in the view of
the participants in this research, parents in the study of these authors did not have a strong
commitment to bringing up children. The participants also noted that these parents often

experienced finance-related issues caused by their unstable employment histories.

It is too easy to oversimplify the above situation and to position the parents as being
deliberately neglectful of their children. Dubowitz and Bennett (2007) point out that
many parents who neglect children do not do so intentionally. They believe it is
important to understand what emotional, psychological, physical, and financial
challenges those families encounter while raising their children with disabilities. Hastings
and Beck (2004) point out that parents experiencing high levels of stress and having

mental health issues interact with children and react to their needs differently. If parents
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feel stressed, they may be engaged in different behaviour that negatively affect a child. |
would suggest that poor supervision, physical punishment, and drug or alcohol abuse are

some of that parenting behaviour.

Arguably, the absence of respite care in Uzbekistan and other services that could
ameliorate parents’ stress and improve the quality of their life significantly contributes to
this problem. Social support services and programmes are essential for the mental health
and well-being of families raising children with disabilities. Heiman (2002) notes that in
many respects, the adaptation of families to their child’s disability depends on support
services. More than 93 percent of Heiman’s research participants reported that they were
able to cope with their child’s disability and new lifestyle demands thanks to support
services and the associated benefits. These included support groups, social workers,
psychological services, psychiatric consultations, special education services, and support
of voluntary organisations. Without proper support, not every family could remain strong
enough to cope with all challenges related to the care of their child with a disability.

As suggested by a participant of this study and supported in the literature, neglect by
parents of their children with disabilities has to be addressed. There are a number of
immediate measures that need to be considered as a national response to this situation.
UNICEF (2005b) provides recommendations for professionals in case of abuse of
children with disabilities. First, national legislation has to be enforced to prosecute neglect
and violence against children with disabilities. Second, relevant services, schools, and
disability advocacy organisations have to oversee those families and work with parents
regularly to protect children with disabilities living in families where there is evidence of
suspected neglect. If children continue being neglected, enforcement mechanisms have
to be applied to take those children out of their families and placed in conditions that are

more appropriate.

The Uzbek legislation formally protects individuals with disabilities. Article 3 of the Law
“On Social Protection of Persons with Disabilities in the Republic of Uzbekistan™ states
that all children and young people with disabilities “require social assistance and
protection due to limited abilities because of physical, mental, psychiatric or sensorial
impairments”. Article 3 of the Law “On Guarantees of Child Rights™ also emphasises the
need for social support and protection, “A child with a disability is a child who needs

social support, protection and is certified as disabled according to the existing regulations
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due to physical, mental, sensorial and (or) psychiatric impairments”. However, as
mentioned previously, there is little or no law enforcement. The Equal Rights Trust (2016),
which addresses legal provisions designed to protect the marginalised population in
Uzbekistan, states, “Although several laws declare the right to equality and non-

discrimination, there is little provision for their implementation or enforcement” (p. 73).

Law enforcement measures to protect children with disabilities from parental neglect
should be taken only when less extreme measures are ineffective. It should be first a joint
effort of teachers and child welfare personnel to identify and support these children (Gore
& Janssen, 2007). These researchers offer a table of common indicators of possible
maltreatment of children with disabilities that teachers should know. The table includes
the following indicators: chronic tardiness, chronic hunger, signs of physical abuse,
aggressiveness, rejection, and others. Sobsey (2002) suggests that schools should enforce
amandatory attendance policy and monitor children’s frequent absences. The role of child
protection agencies is also critical. It is recommended that these agencies collaborate with
schools to identify at-risk families and offer them intervention programmes (Fantuzzo,

Stevenson, Weiss, Hampton, & Noone, 1997).

Yet, intervention programmes are currently unavailable in Uzbekistan. International
organisations have attempted to develop some measures to strengthen child protection.
For instance, the UNICEF reintegrated 364 young children to their biological parents and
to alternative care to prevent their institutionalisation. The UNICEF, along with Tashkent
Paediatric Medical Institute, also conducted training for medical specialists focused on
the prevention of neglect and maltreatment of children (UNICEF, 2015b). These
measures are effective, but they need to be translated into the national policy to be

enhanced and systematic.

Shortage of financial resources. All parents who participated in this research also
reported that raising a child with a disability was financially overwhelming. They stated
they often did not have enough financial resources to cover all the needs of their children.
The research indicates that families raising children with disabilities experience
significantly greater financial pressures than families of typically developing children
(Baldwin, 2015; Parish, Rose, Grinstein-Weiss, Richman, & Andrews, 2008). There are
additional costs associated with a disability: medical services, medication, adaptive

equipment, educational services (Parish & Cloud, 2006). It is estimated that families of
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children with disabilities spend three times as much as it costs for families of children
without disabilities to raise a child (Social Finance, 2009).

In the context of Uzbekistan, the high expenditure faced by parents raising children with
disabilities can be explained by a number of factors. According to many research
participants, the main reason is an inadequate disability allowance. All children with
disabilities under 16 years old receive a monthly allowance (BueGromKkeTHBIH
nercuonnbi poun [Extra-budgetary Pension Fund], n.d.). Currently, a child disability
allowance is 436,150 UZS (approximately $43 USD) for everyone regardless of the
severity of a disability. People with disabilities over 16 years old receive an allowance
depending on their disability categories. According to the Office of Retirement and
Disability Policy (2014), people with disabilities are categorised into three groups:
“Group | (total disability, incapacity for any work, and requires constant attendance),
Group Il (total disability, incapacity for any work, and does not require constant
attendance), or Group Il (partial disability and incapacity for usual work)” (p. 9). People
with disabilities receive about $34-$74 USD monthly (Oddsdottir, 2014).

This disability allowance is definitely not financially sustainable for people with in
Uzbekistan, especially taking into account that many will have additional expenditure
related to health issues. This finding is consistent with the other studies. Katsui (2005)
states that the amount of a disability allowance for children and adults with disabilities in
Uzbekistan and other Central Asian countries is unrealistically low. According to Katsui’s
participants, it should be ten times more to cover basic expenditures, such as rent, utilities,
food, transportation, and medication. The situation has not changed since the early 2000s.
One mother, who participated in the recent UNICEF study, reported that “she can only
afford diapers for her daughter for one month by combining the allowance she gets for 2
children with disabilities for 2 months” (United Nations, 2019a, p. 95). All other health
services remain unaffordable for these children, even though they are essential.

Another reason for the financial pressure experienced by parents of children with
disabilities is the low quality of free services provided by state medical institutions. As
the parent participants noted, they either referred to private clinics instead of pubic ones
or bribed doctors at state institutions, if they wanted better health care services for their
children. Based on these parents’ experiences and evidence from previous studies, when

doctors are bribed, they demonstrate more willingness to help and provide medications.
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Katsui (2005) notes that officially medical treatment in all Central Asian countries is free;
however, in practice, people have to pay illegally for it. Those who cannot afford it, do
not get proper medical treatment. This author also contended that government officials
were satisfied with the existing services and did not consider the reality of people with

disabilities. The existing medical policy and practice only increased their vulnerability.

The participants of this study complained that rehabilitation and social services are often
inaccessible to many parents because their costs are very high. According to participant
20, the RCSAC and its two regional branches provide free good quality services for
children with disabilities and their families. However, as Participant 2 said, her son could
not be provided with services regularly because there were many other children with
disabilities who also needed professional support. Therefore, those who have sufficient
financial resources rely on private medical and rehabilitation centres; those who cannot
afford it, have no other options except to leave their children with little or no support.
Katsui (2005) calls the situation of Central Asian families who have children with

disabilities “catastrophic” (p. 65).

In addition to the excessive expenditure, many parents of children with disabilities
encounter difficulties with their employment. They often need to reduce their working
hours to take care of their children. According to Bourke-Taylor, Howie, and Law (2010),
in many cases, one of the parents stays at home with a child. These researchers state that
in 94-98 percent of all cases, mothers are primary caregivers of children with disabilities.
Porterfield (2002) states, “for families with children who have disabilities, the decision
of one parent not to work may be more a necessity than a choice” (p. 972). Mothers, who
are employed, often can work only part-time, as there are few services where they can
leave a child until the evening. Based on the figures provided by UNICEF (2005a), in
many former Soviet Union countries and Eastern Europe, 68 percent of women, taking
care of their children with disabilities, cannot work overtime and 72 percent of women
are not promoted because they are more focused on their children and cannot compete

with others.

This employment situation also applies to the parents who participated in this study.
Almost all of them (with one exception) were females. The majority of them left their
jobs and relied financially on their husbands. A few women organised private disability-

related agencies where they have a flexible schedule. None of them work for other
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governmental or non-governmental organisations because as they said, they needed more
work flexibility to take care of their children. The male participant working for a non-
government organisation, admitted that he often leaves his office for 2-3 hours when his

autistic son has bouts of aggression.

The situation for single parents is potentially much worse because they often lack the
immediate and ongoing support of another adult. This could be particularly relevant to
Uzbekistan, where, as previously stated, men often abandon their wives after they have
given birth to a child with a disability. Many women quit their jobs to take care of their
children, relying on a disability allowance, which, as claimed, is inadequate (Katsui,
2005). In such situations, the majority of women have to either send their children to
boarding schools to go to work or else live in extreme poverty. That is exactly the case of
Participant 9, who institutionalised her son to start working after her husband had left her.
While she was working, her son was being taken care of in a state-run institution for
children with disabilities. Some years later, she withdrew him, but felt guilty for what she
had done with him because she said that at the institution he had been neglected in terms

of his social and academic development.

As shown above, many families raising children with disabilities face serious financial
hardship due to the high cost of caring for them. The situation is worsened by the fact that
many parents, primarily mothers, cannot work to take care of their children. Yet, none of
their costs are supplemented through public funds, unless a child is institutionalised. If
children are being cared at home, their families take full responsibility for the cost of their
care. If families do not have a sustained income base or savings, which is often the case,
their children have limited access to appropriate support needed for their health and

development.

Lack of advocacy skills and a general knowledge of the relevant law. Many teachers
and representatives of disability advocacy organisations, who participated in this study,
stated that parents of children with disabilities often lacked appropriate advocacy skills.
By advocacy skills, they meant the act of supporting a child by promoting and defending
his/her rights. This problem has been briefly discussed in the previous Theme in the
context of social stigma. It makes parents passive and leaves them unaware of their rights

and services available for them and their children. In many cases, the situation is
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worsened by the fact that parents do not know how to get access to legislative documents
and are not provided with any type of assistance with legal matters.

Rehm, Fisher, Fuentes-Afflick, and Chesla (2013) note that to be an advocate for one’s
own child, parents need to have a social position, financial security, knowledge of existing
systems and organisations, negotiation skills, and time available for advocacy. These
factors are crucial because parental advocacy requires advocating for services needed for
their children, being an expert for their children, and protecting them from incompetent
specialists. In other words, all those factors that are needed, the majority of parents in
Uzbekistan do not have. Yet, Rehm et al. (2013) continue that these factors are needed
ideally. If parents experience financial difficulties and do not have high social status and
good education they still can advocate successfully for their children. For that, they need
to be regularly engaged in the educational process of their children and establish a
partnership with other parents who have strong advocacy skills. These researchers give
an example of when a parent with no advocacy skills was supported by other parents who
were strong advocates. With their support, she became familiar with the law related to
special education and knew how to use it for the advantage of her child. The study
corroborates the findings of this research related to parents supporting other parents to
become advocates for their children. The parents, who were helped, were not educated
and did not have high social status, but they were able to support their children with

disabilities effectively.

It would seem that the majority of parents in Uzbekistan still need support, especially in
the area of disability-related laws and rights. There appear to be several reasons why
parents of children with disabilities are unfamiliar with the relevant laws and may be less
effective in providing necessary support for their children. One is prejudice and social
stigma. Another is obedience to authority that is quite common in Uzbek culture. It is
difficult to imagine that in Uzbekistan, marginalised people protesting in front of those
who have more power and higher status, and demanding what they must have according
to the law. Similarly, Koszela (2013) notes that a hierarchical system in East Africa does
not allow people with disabilities and their family members to advocate for their rights.
They cannot do that because it is simply beyond their cultural norms. As a result, the
needs of people with disabilities are easily overlooked, simply because there is no voice

to represent them.
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Regardless of the reason, consistent efforts should be taken to change the situation. Parent
peer advocacy can be an effective way to respond to this issue. Bell, Fitzgerald, and Legge
(2013) emphasise that parent peer advocacy is not simply taking other parents’ problems
and solving those problems for them but making sure that these parents are capable
enough to advocate for their children themselves. These authors state, “A capability is
developed in a parent who feels excluded on a particular issue so that the parent is able
to see a way to move around an obstacle to meet their own needs” (p. 7). Bell et al. (2013)
maintain that parent peer advocacy is critical and needs to be an unavoidable function for

parents who have children with disabilities.

Similarly, Banach, ludice, Conway, and Couse (2010) note that a support network can be
a very effective way to empower parents and help them to become familiar with
disability-related laws and other relevant information. These researchers note that it is
necessary “to support families in advocating for themselves in schools and other service
arenas” (p. 71). Support groups can provide information about available services and
resources, share their experiences, and express encouragement. These authors offer this
guidance with reference to parents of children with autism but this type of support can
also be applicable to parents raising children with other disabilities. Currently, in
Uzbekistan, there are several self-support groups, organised by parents of children with

Down syndrome and parents of children with autism.

In Uzbekistan, some international organisations and national DPOs have made specific
attempts to support parents. For instance, the Uzbekistan National Commission for
UNESCO, in cooperation with the Republican Education Center and the Ministry of
Public Education, has trained 50 parents from five different regions to strengthen their
capacities for ensuring a dignified life for their children. Additionally, UNESCO
published a manual that serves as a guide for parents to assist in their children’s
development (UNESCO, 2012). DPOs are also focused on service delivery with advocacy
and lobbying activities to people with disabilities and their family members. Even though
the situation is slowly improving thanks to these efforts, the number of participating
parents is still small, particularly taking into account the total number of children with

disabilities in the country.

147



6.2.1 Summary

There has been much discussion in this study about the importance of parental
involvement in their children’s lives and education. The teacher participants tended to
blame many parents for irresponsibility and non-engagement. The literature pertaining to
parenting children with disabilities strongly suggests that these parents need to be
understood and supported. Some parents can adapt flexibly to a child’s disability, while
others may experience considerable distress and depression that can change their
behaviour in relation to their children. Social service providers have been found critical
for addressing this issue. They can support parents by providing various types of services,
such as respite care, parental counselling, or child mental health care. In Uzbekistan,

however, these services are mostly unavailable.

A number of participants have also recognised that many families of children with
disabilities are more likely to experience financial problems. Besides regular needs that
all children have, children with disabilities often require medication, medical and
rehabilitation services, specialised equipment, etc. In addition, in these families, one of
the parents often quit a job or work reduced hours to take care of a child because they do
not have access to reliable and affordable childcare. In some cases, parents who have a
child with a disability split up, leaving one of them, mostly mothers, to face financial
strains alone. For these reasons, many of these families are at greater risk of living in
poverty and their children do not have access to learning opportunities, and some of them

not even to essential medical services.

According to the participants, many parents, regardless of their social and financial
situations, do not have the knowledge of disability-related laws and regulations to
advocate for their children effectively. In many cases, the legacy of the Socialist culture
has made them passive and unwilling to confront injustice. NGOs and DPOs help parents
who seek help by providing legal advice. Parent-activists also provide on-time moral
support and information to families of children with disabilities and draw public attention
to their challenges. However, there are not many disability activists amongst parents, and
they cannot reach all families, for example, those who live in remote areas. In general,
many parents of children with disabilities are very vulnerable. Therefore, they need to be
supported, and the role of the government in that is crucial.
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6.3 Support and Cooperation with the Government and Other

Agencies

The absence of effective government support and provision to children with disabilities
was of concern to all parents. The parents stated that they did not receive significant help
from governmental agencies, except for a disability allowance. These parents were
strongly in the opinion that a disability allowance, however, is not sufficient to cover
essential expenses. What follows are some examples of statements from parents pointing

out the inadequacy of this funding.

One parent said, “The child gets a disability allowance but honestly, it is not enough at
all. For example, medications and development opportunities: logopedists, doctor’s
consultations... Everything is expensive”®® (P1). Another parent stated that inadequate
financial provision to children with disabilities could often lead to their
institutionalisation. She said she had no other choice but to leave her son with cerebral

palsy at a boarding school because she had to work:

If the government had helped me... The government spends a lot of money on
these [segregated] institutions. It would be better if it gave this money to families.
If the government had helped parents, | would not have sent him there [a
boarding school] under any circumstances®. (P9)

The parent who supported her son with Down syndrome and at the same time took care
of her health because she had been diagnosed with cancer, asked a mahalla committee

(community centre) for some help:

I said, “You know what kind of a child I have but you have never offered help
to me”. Then they came and brought me some food. I said, “I do not need food.
I need financial support to take care of my son. One course of treatment costs a
million [Uzbek soms]. Medications are very expensive. Help me with that”.
They helped me a little and that is all. No help after that®*. (P5)

This parent added that she would have never normally asked for help but it was hard for
her to see how her husband struggled to financially cover both hers and her son’s

treatment.

NGO and DPO leaders also shared their experiences, both negative and positive,
regarding the support from the government to organise social activities. One of their

biggest concerns was the strict government's control over funds from international donors:
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We prepared a joint project with a European partner from Hungary to organise
seminars for parents of children with disabilities. Our partner was the Hungarian
religious organisation. The word ‘religious’ actually prevented us from realising

the project®. (P8)
The participant explained that the Hungarian partner had transferred money for the
planned seminars but the DPO had not been allowed to withdraw money received from
the religious organisation. The government was suspicious that the DPO was planning to

organise religious activities, which were strictly prohibited in the country.

The situation with national funding seems to be less complicated. The Uzbek government
provides funding opportunities to non-governmental organisations to support their
activities. For example, as mentioned in Chapter Four, one of the regional NGOs received

grants to organise Inclusive Clubs for children with disabilities:

These Clubs are unique because educating children with disabilities there does
not require any special programmes. They learn art, meet new people, and make
friends. The centres promote their integration®3. (P14)

The participant reported that the organisation had been successfully receiving grants for

five years.

Participant 8 identified another problem: to organise events, non-governmental
organisations had to get approval from the Ministry of Justice. However, because of the
short timeframes, this was not always possible. Sometimes she simply did not have
enough time to make an application. As an example, she shared that she had recently been
called by the director of a circus, who invited children with disabilities to the show. She
had only one day to notify the Ministry of Justice and get its approval, and this was not
enough time. The participant added she felt very frustrated and was thinking about closing
the DPO.

Participant 14 noted that the government still did not accept non-governmental
organisations as partners. When asked about the reasons, she said that there could be
several, including a lack of trust and knowledge about the role of NGOs. It resonates with
what the participants of the online questionnaire said. They stated that their organisations
were not consulted and involved in activities related to disability issues. Almost all of
them also complained that there was a lack of accountability and transparency when they
dealt with governmental agencies. Yet, when | asked Participant 23, a government

representative, about the role of NGOs in developing social and educational inclusion, he
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seemed to understand their importance and difficulties they experienced. He said that the
role of non-governmental agencies was pivotal, but they could be effective only if they
were actively involved in decision-making processes. He also added that such a complex
process as inclusive education could not be organised by the government alone. It would

require the involvement of many other parties.

The majority of participants, however, believed that the interests and opinions of NGOs
were often disregarded in comparison with government-organised NGOs (GONGO). For
instance, when it comes to the current Inclusive Education Project administered by the
Republican Center for Social Adaptation of Children (RCSAC), the government is more
cooperative arguably because the RCSAC is a government-organised NGO. Participant
20 said that the project had two key partners at the governmental level: the Ministry of
Public Education and the Ministry of Health. At the time the interviews were conducted,
the RCSAC was establishing a partnership with the Ministry of Preschool Education. The
participant reported that the Center regularly invited partners from the Ministries to all
events organised in the framework of the project and had productive negotiations with

them. As this participant stated, all involved ministries had been supportive.

The same participant also emphasised a close collaboration between the RCSAC and
NGOs, especially those working in rural areas. NGOs are considered strategic partners

because people with disabilities living in villages are the most difficult to reach:

We work with them [NGOs] not only in Tashkent [the capital] but also in remote
areas... Many small NGOs are helping us in the territorial districts. We realise
that families living there get more support from them rather than from us®*. (P20)

This participant also said that regional NGOs were regularly invited to attend disability-
related events and were provided with updated literature and materials so that they could
work with rural families more effectively. In relation to including children with

disabilities in regular schools from remote areas, she said,

They [inclusive schools] are essential for remote areas because not all parents
want to send their children to specialised schools [which are mainly located in
cities]. They want their child to be with them [parents]. In that case, a child
should go to a local school and it has to be ready for inclusive education®. (P20)

When | undertook the interviews with the representatives of the RCSAC, they said they
were waiting when the Decree of the Cabinet of Ministers on Further Improvement of

Inclusive Education came into force to start their activities in the regions.
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| asked Participant 20 whether the current Inclusive Education Project worked with
specialised institutions. She said that Project members worked with parents as well as
teachers, logopedists, and psychologists from specialised educational institutions. She
said, “If a child, depending on his/her needs, can receive general education, we offer
him/her to transfer to a general school”®®. She continued to say that in some cases, parents
had agreed and transferred their children to a general school but in other cases, they

preferred a specialised school.

When the head teacher of the specialised school was asked about cooperation with any
governmental agencies, she stated there was no cooperation with NGOs, except for the
Special Olympics, an international sporting organisation working with athletes with
intellectual disabilities. The Special Olympics organised swimming classes for children
with Down syndrome and trained gymnasts. In addition, the organisation occasionally

supported families of young athletes by providing food products and holiday gifts.
Yet, the school received regular support from the government:

The government takes care of our students a lot: free lunches at school... Every
year they receive underwear sets and clothes: shoes, jackets, hats, mittens. Every
year! Now the government provision has decreased a little but we still have been
receiving it for all these years. Textbooks are free; we do not rent them. Many
schools in our district are provided with free stationery®’. (P12)

As seen from above, students of residential institutions and specialised schools in
Uzbekistan receive a significant provision from the state. The participants’ responses are
supported by the information provided in a national report stating, “The students of
Mekhribonlik [Mercy] homes and those of the boarding-schools are provided with
textbooks and sets of school accessories for free. Annually, more than 500,000 pupils of
those categories are provided with winter clothes (coat, footwear, headwear, and gloves)”
(Education Sector Plan (ESP) of Uzbekistan 2019-2023, 2019, p. 54). In contrast, families
receive very little financial support from the government, and, therefore, some of them
cannot afford to take care of their children with disabilities and send them to a state-run
institution. Arguably, it is a reflection of historical practices. Phillips (2009) states, “Care
in internaty [residential institutions] was framed as a "right" accorded to vulnerable
citizens by the beneficent Soviet state, and the collective care of people with disabilities
in institutions designed especially for such purpose was considered optimal for their

quality of life” (para 48). As indicated previously, during the Soviet era, parents, who

152



took care of their children at home, did not have enough access to disability-related
services because they were primarily based in segregated institutions.

Morrison (2004) points out that institutionalisation tends to occur when the state does not
provide support and social services to families of children with disabilities. As has been
previously reported in the literature, this was a case for the Soviet Union. Tobis (2000)
states that the government of the Soviet Union contributed extensively to residential care,
“These institutions absorb much of the limited governmental and nongovernmental
resources that are needed to assist vulnerable groups” (p. 1). After the disintegration of
the Soviet Union, the independent states continued the practice of institutionalisation
(Gevorgianiene & Sumskiene, 2017). These authors note that it is paradoxical that former
Soviet Union countries, which are not economically developed countries yet, choose to
maintain residential institutions whereas community-based services are much more
affordable.

In recent years, with increased international attention to human rights,
deinstitutionalisation of people with disabilities has become a central issue.
Deinstitutionalisation is defined as moving patients of hospitals or residents off
institutions into small community residencies (United States Agency for International
Development (USAID), 2013). Right after gaining independence, the government of
Uzbekistan attempted to deinstitutionalise people suffering from mental disorders.
According to the World Health Organization (WHQO) and Ministry of Health of the
Republic of Uzbekistan (2007), “the number of mental patient-beds was reduced by over
5,000 beds” (p. 9). The funds received from their deinstitutionalisation were supposed to
be transferred to outpatient mental health facilities. Yet, instead, they were transferred to
other fields of healthcare. This is an example of how a deinstitutionalisation initiative was
unsuccessful due to the misappropriate distribution of funds. There is no official
information on other attempts of the government to deinstitutionalise adults and children
with disabilities. Even if some ideas were realised, they did not change a situation
drastically: institutional care in the country is still the main alternative to community-

based care.

In Uzbekistan, community-based interventions were first endorsed by international
development organisations. In 2008-2010, a pilot CBR project was organised by World

Vision International under the sponsorship of the Japan International Cooperation Agency
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(JICA). The project was launched in five mahallas (residential neighbourhoods), located
in the capital city, with a CBR working group in each. Although the project did not last
long, it had a significant positive impact on the lives of people with disabilities, their
families, and other community members. Many children with disabilities were identified,
integrated into social life, and provided with occupational therapy and educational
opportunities in community settings. Support networks were organised for their parents.
Non-disabled members of mahallas also benefited from diverse communities that
challenged their erroneous assumptions about disability (Turdiev, 2013). However,
despite these changes, the government, represented by the Ministry of Labour and Social
Protection of Population, did not support the integration of people with disabilities into

mainstream community development programmes on a large scale.

Why did the Uzbek government appear to be reluctant to integrate people with disabilities
into communities? Arguably, the government did not want foreign representatives to
penetrate into local communities. A mahalla might have been considered a primary source
of sensitive information that international organisations were not supposed to know.
Having faced many challenges when carrying out the CBR project, the project experts
proposed realising further CBR initiatives primarily through local NGOs. Although the
capacity of NGOs is limited in Uzbekistan, they are less dependable on the government,
less hierarchical, and more aware of disability issues than mahallas. Yet, mahallas are still
expected to be key partners of NGOs. In this case, CBR programmes have the potential
to be realised successfully in Uzbekistan (M. Turdiev, personal communication,
December 19, 2019).

Disability allowance and category system. The parents complained about the inability
of the government to pay adequate disability allowances. The determination of disability
categories has been briefly mentioned above but it will be revisited in more detail in this
section. In Uzbekistan, the amount of the disability allowance is dependent on the
category of disability that people fit into. The more severe their disabilities are, the higher
the allowance they receive. However, in reality, it is difficult for people to receive the
right category based on the severity of their disabilities because the government has
restricted disability-related benefits. In accordance with the Law on State Pensions (1993),

those people who had categories | and 11 were given the lower disability status. Those
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who had category I11 (less severe forms of disabilities) were excluded from this form of
social assistance (Equal Rights Trust, 2016).

As noted in Chapter Three, according to Zagirtdinova (2005), medical commissions in
the country are reluctant to assign people to higher categories to save the state budget.
This author argues, “The state budget cannot afford the social expenses promised by the
government, that is; there are a lot of people needing social support and there is little
money” (p. 215). Katsui (2005), when discussing disability categories in Central Asian
countries, also notes that the states prioritise their financial needs over the rights of people
with disabilities. According to Zagirtdinova (2005), the official explanation given by
government representatives for reduction of the number of disability benefit claimants
was they had changed the registration criteria, due to the increasing number of people
who illegally used financial privileges intended for people with disabilities. At the same
time, this measure significantly harmed those who were not able to receive adequate

financial support under a new criterion, despite their impairments.

The determination of a disability status for adults and children is made by different
medical commissions. A Medical Labour Expert Commission makes it for adults and a
Medical-Psychological-Pedagogical Committee makes it for children and young people
under 16 years old. Both commissions still follow very outdated disability measurements
to identify a disability and its degree, which do not allow medical professionals to take
an individual approach to people and their health problems. Diagnoses are made and
disability categories are assigned based on very general principles without considering
people’s specifics and needs (Uzbek Society of Disabled People, 2014). Thus, people
with disabilities are often not able to receive the right category, especially in the case of
severe disabilities. According to the Equal Rights Trust (2016), it often results in the
current system of disability categories being corrupt, “Our research found that due to the
complexities of obtaining a disability classification, in some cases, persons with severe
disabilities resort to paying bribes in order for their medical certificates to be processed”

(p. 230).

The category system also causes a practical difficulty for people with disabilities because
their categories have to be renewed every year. This may be appropriate for those who
have temporary health problems, but it seems inappropriate for those whose disabilities

are permanent. For example, a person with an amputated limb still has to go through a
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renewal procedure regularly. Participants 2 and 22 mentioned that they had to renew their
children’s disability category annually, even though their disabilities could not be
changed/improved over time. Participant 2 said that she once had officially complained
about the practice. She asked why her child with Down syndrome had to go through that
exhausting procedure every year, given that Down syndrome could not be treated. It was
explained that even if her child’s medical condition remained the same, medical
specialists and social workers still needed to see the child once a year. This supposedly
helps them to control his general health condition and see whether he is given appropriate
care in the family. Although government officials somehow justified why children with
disabilities had to renew their categories, the category situation with adults remains
unclear. By making people with chronic conditions renew their disability categories
frequently, the government reinforces “the label of abnormality” and reinforces the policy

“equal treatment for all” instead of “equal opportunities for all” (Katsui, 2005, p. 53).

According to Kamerman and Gabel (2006), social protection benefits for children may
include allowances, fee waivers, feeding programmes, social services, and others. Yet, in
less developed countries, there are many problems related to social protection, such as
the limited financial coverage, limited provision of social services, and failure to
recognise economic benefits of social protection. This is likely to be the case for
Uzbekistan. In reviewing the practice of allocating financial support based on the system
of disability classification, and in considering the first-hand experiences of the
participants, it seems appropriate to conclude that this is a flawed system. It arguably
represents a disservice to those with disabilities, whatever the nature and severity of their

specific disability and weakness of the current social protection approach.

McKinley and Handayani (2013) argue that the child welfare system in Uzbekistan is
adequate, stating, “Uzbekistan offers a range of unconditional child welfare programs.
These benefit over half of all children 14 years or younger and involve expenditures that
represent a fifth of the government’s total social protection spending” (p. 5). This would
be the case if the funding allocated to children with disabilities and other vulnerable
groups was sufficient, at least enough to cover essential expenses, such as food and
medications. McKinley and Handayani (2013) also note that certain allowances are
allocated based on the decisions of mahalla committees. They believe that the distribution

of funds through mahallas is very effective because these committees know how to
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identify beneficiaries better than centralised agencies. Similarly, Coudouel, Marnie, and
Micklewright (1998) state that the Uzbek government developed a notable social
assistance scheme by establishing mahallas, which should be adopted by other post-soviet
states. According to these researchers, in Uzbekistan, in 1997, at least 1 out of 10 families

received support from the scheme.

This is the opposite of what the participants of this research said. They argued that
mahallas were inefficient in identifying needy families raising children with disabilities
and responding to their needs. Stevens (2005) also points out that even though the Uzbek
government imposed serious responsibilities on mahallas, there is little evidence that they
fulfill these responsibilities effectively. According to this author, the main reasons are a
weak institutional structure of mahallas, a low level of human capital available in mahalla
committees, and a shortage of financial resources provided by the government to support

vulnerable people in communities.

Civil society in the country. Civil society activism is a new phenomenon for post-
communist countries (Holland, 2008; Ilkhamov, 2005; Jacobsson & Saxonberg, 2013).
After the fall of communism at the end of the 1990s, all newly independent states started
a transition policy towards democracy, and this created favorable conditions in the society
for the emergence of the activist role. In the early 2000s, there were many newly-
established political parties, NGOs, and religious organisations across the former Soviet
bloc. In Uzbekistan alone, 3500 different NGOs were registered by 2004. Not all of these

organisations were actually operating but many of them were successful (Ilkhamov, 2005).

However, as briefly mentioned in Chapter Two, all Uzbek NGOs were under the strict
control of the government, which was suspicious of their activities. According to
Babajanian, Freizer, and Stevens (2005), the government repressed the grassroots
initiatives of civil society organisations and did not give enough freedom to them to
operate. Lewis (2013) states, “Under contemporary authoritarian government, then, civil
society organisations may be permitted to function in terms of self-organisation, but any
initiatives to promote discursive public spheres are likely to provoke oppression of the
state” (p. 333). Under these conditions, civil society organisations were not able to

express alternative views and practices.
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In 2008, the Uzbek government opened up space for civil society organisations to develop.
It established the fund under the National Parliament to finance social initiatives of non-
governmental agencies on a competitive basis. Between 2008 and 2011, the Fund
distributed around 15.4 billion UZ sums (USD 8.6 million) (UNESCO, 2012). However,
according to Bowyer (2018), one third of grants was received by government-organised
NGOs (GONGOs), emerged as a counterweight to the independent civil society, and it
“diluted the impact of this initiative” (Bowyer, 2018, p. 51). This demonstrates that
government policies remained contradicting and hindered the development of civil

society in the country.

At the same time, the government enacted two Laws to support NGOs: the Law “On
Openness of Activities of Governmental Bodies” and the Law “On Social Partnership”.
Their purposes are to increase government transparency and public participation
(International Center for Non-for-Profit Law (ICNL), 2018). Yet, certain regulatory
measures were taken to increase restrictions on civil society organisations. On June 15,
2016, the Ministry of Justice (MoJ) approved the enactment of the Regulation on the
Procedure of Coordination of Receipt of Monetary and Other Assets by Non-
governmental Non-commercial Organisations (NNOs). According to this Regulation, all
NNOs, including foreign NNOs, with registered offices in Uzbekistan, were required to
obtain the MoJ’s approval to receive assets from any foreign source. On April 25, 2016,
the government adopted the Law on Introduction of Amendments to Some Legislative
Acts. It requires all NGOs to notify the government about their planned trips to foreign
countries (International Center for Non-for-Profit Law (ICNL), 2018, para 11-12).

Recently, the country's new President, Shavkat Mirziyoev, enacted several governance
reforms to develop civil society organisations. He has adopted the Decree “On Measures
to Fundamentally Enhance the Role of Civil Society Institutions in the Process of
Democratic Renewal of the Country”. Its purpose is to improve the regulatory
environment for NGOs and DPOs in Uzbekistan and to establish a dialogue between these
agencies and the state. According to S. Yusupov (2018), the Decree is a turning point in
the development of socio-political and socio-economic reforms in the country and creates

better conditions for civil society institutions.

The Decree is expected to solve the problems mentioned by Participant 8: receiving

financial support from foreign partners and getting approvals from the Ministry of Justice
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to organise and conduct events. The Decree states that Civil Society Institutions will be
permitted to receive grants from foreign sources to accounts opened with any bank
(previously, they were allowed to receive grants only to accounts opened with the state-
owned banks). In addition, organisations will no longer be required to obtain approval
from the Ministry of Justice to conduct events. They will only be required to notify the
Ministry of their plans. It is too early to talk about the effectiveness of the Decree but if
enacted properly, it may enable social partnerships and address the issue identified earlier

in this section of the thesis.

According to some participants, there are some signs of an improved partnership between
DPOs and the government. Similarly, Bowyer (2018) points out that national DPOs,
along with the Ministry of Labor and Social Protection of Population and members of the
Uzbek Parliament, are developing strategies for the realisation of the CRPD. DPOs will
also work with the Ministry of Health, Ministry of Public Education, Ministry of Higher
and Secondary Education, and Ministry of Employment and Labor Relations to develop
a plan on the improvement of lives of people with disabilities in Uzbekistan. Currently,
there are 9,000 non-governmental agencies operating in Uzbekistan. However, despite
these changes, many of them, especially from the human rights sector, continue to face
barriers in their daily activities (Bowyer, 2018). Therefore, much still needs to be done to

create a less repressive environment for civil society organisations to thrive.

Rollan and Somerton (2019) suggest that governments and schools should closely
cooperate with civil society organisations because they are change-agents in the
development process of inclusive education. One of the examples of the successful
engagement of NGOs in facilitating inclusive education is Kazakhstan, a neighboring
Central Asian country. Kazakhstani NGOs are actively involved in revising education
policies, ensuring their enactment, provision of methodological support to teachers,
raising awareness of children with disabilities, and changing the cultural perception of
them. NGOs are also engaged in lobbying and advocating for children with disabilities.
For instance, in Kazakhstan, children with intellectual disabilities were not allowed to
study in mainstream schools. However, after NGOs conducted several round tables with
officials, the government repealed the law prohibiting these children to attend mainstream
schools (Rollan & Somerton, 2019). Thus, to enhance inclusive education reforms, civil
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society organisations should be acknowledged as equal partners and involved in
developing, enacting, and monitoring educational policies.

6.3.1 Summary

Social protection policies can make a significant difference for adults and children and
are one of the most effective instruments to tackle poverty amongst them and inequality.
Yet, the research participants and most studies indicated the social protection system for
people with disabilities in Uzbekistan does not provide equitable access to all people with
disabilities and protect them against poverty. The Uzbek government allocates funds to
support them, but they are not sufficient. It results in reliance of families of people with
disabilities on institutionalisation. If children and adults with disabilities are
institutionalised, they receive a full state-sponsored provision. Current practices are
largely influenced by a long history of the placement of children with disabilities in
residential institutions. Even though there is a growing understanding of the detrimental
effects caused by institutionalisation, deinstitutionalisation practices in the country are

not supported.

Disability-related NGOs usually take an active role in the process of deinstitutionalisation.
However, at this stage, based on the information provided by the representatives of NGOs
in this study and the international literature, there is no vibrant civil society in Uzbekistan.
Until recently, all non-governmental agencies have been strictly controlled by the
government and faced its oppressive policies. It resulted in a significant limitation of
organisations’ activities, despite their increasingly important role in providing social
services. Currently, the civil society sector in Uzbekistan is transforming thanks to a
different political approach of the new President. If a non-governmental sector is
supported, Uzbekistan will most likely have a sustainable secular civil society that can
engage with government officials around social problems, including disability issues and

the enactment of inclusive education.
6.4 The Medical Model of Disability and the Legacy of Defectology

During the interviews, the parents reported that as soon as their children with disabilities
were born, they became targets of interventions by medical practitioners. Almost all
mothers having children with Down syndrome said that doctors in maternity hospitals

strongly recommended that they abandon their children. Medical professionals explained
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that their children would never have a quality future due to their disabilities and they
would be a burden to parents and other family members. The parents believed that the
practice of abandonment was inherited from the Soviet Union when newborns with

disabilities were often taken away from parents and assigned to residential care.

One participant shared, “Right after | had delivered a baby, my husband was informed...
He was informed harshly that a child was not healthy, he was born with a certain diagnosis,
and he had better abandon him”® (P2). However, her husband was supportive and refused
to abandon their newborn son. Despite this, the doctors insisted and said that the child
would not live long. Her husband was very determined, “Even if he lives for a day, I will

9599

still take him home™”. Yet, the participant added that her husband’s relatives were against

his decision to bring such a child home.
Another participant stated:

A geneticist examined my son and said that he had Down syndrome. It was very
hard to accept a diagnosis; it was like a nightmare. I almost lost consciousness.
The doctors said that he would be like a vegetable and | had better abandon
him'®, (P11)

She continued,

By the way, my son knows how to use a computer very well, although the
doctors said that he would never be able to use it. He even helps me to use a
computer. He knows it because he often sits by his Dad when he works!®?. (P11)

Another participant was also told at the hospital that her daughter would be like a
vegetable and would never be able to move and speak. The woman was given a piece of
paper and a pen and with no explanation was asked to sign a refusal letter. The parent
said, “I took a paper and a pen but I could not sign it... I could not”'%2 (P1). She
maintained that in many cases, unfortunately, women and their family members relied on
doctors’ recommendations and abandoned their children born with disabilities. The
medical authorities defended this by stating that it would be better for the child, who
would be given professional care at the orphanage. They said it would be also better for
the parents, who would not have the burden of raising such a child if they turned care
over to the state. The participant continued that in a residential institution, her child would
have been treated in accordance with the traditional medical model — with a focus on her
biological dysfunction.
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All parents maintained what they needed most at that moment was moral support and

information about their child’s disability. One participant said,

You know | was luckier than others were. After spending two weeks in a
maternity hospital, | came home. | had internet, | knew languages, and | started
searching for information, both positive and negative... Negative information
from old encyclopedias stated that they [children with Down syndrome] were
hard to raise and hopeless. However, there was positive information as well. |
knew languages and translated a lot of information. | understood that they could
live a full life but, of course, after they overcame certain difficulties'®®. (P4)

Parents continued to experience problems at later stages too, because medical
practitioners viewed disability as a serious obstacle for the child’s development in general,
and studying at mainstream school, in particular. Much has already been said above about
the power of medical officials when it comes to selecting an educational institution for a
child with disabilities. Here, I add the opinion of one participant who works at an inclusive
educational centre with pre-school children with Down syndrome. It reflects the views of

many other participants:

We teach these children at our level, but when it comes to the further stages, for
example, school, we cannot take responsibility for that and recommend a child
[for a general school] because our opinion is not final, you know... Even if |
give my recommendation that a child will be able to study in a general school,
medical specialists may not always approve it!%, (P15)

The parent said that doctors see a child’s disability as the leading causes of all other health
problems, “For example, when he has a problem with ears or something else, I bring the
child to a paediatrician and again he refers to Down syndrome, “Children with Down

syndrome always have problems with ears” 1% (P4).

The same parent complained that medical specialists saw a diagnosis, not a child. They
did not want to accept that Down syndrome was not a disease that could be treated. The
parent also said that medical specialists had to understand a child still could develop even
with that diagnosis. When asked about her perspectives on inclusion, she said that
inclusive education was less likely to be developed in the country in the next 50 years
because the medical approach continued to dominate.

NGOs and DPOs, participating in the questionnaire, also identified the prevalence of the
medical model of disability as one of the most serious problems for a child’s participation

in regular school:

162



The medical approach to disability known as 'defectology’ is the biggest barrier
to inclusion. It is important to understand that not only special teachers/educators
should deal with children with disabilities.

Another questionnaire participant identified three main reasons for the over-

medicalisation of children with disabilities:

One reason is "Gatekeeping" mechanisms (e.g. provisions for the work of a
Medical Psychological Pedagogical Commission). Another reason is the
absence of continuum services. One more reason is the non-existence of early
intervention services (despite new regulations and pilot services that have been
established in some polyclinics in the capital city and some regions).

The participants, involved in the Inclusive Education Project, shared that in the
framework of the Project they closely worked with medical specialists and tried to
convince them to move from the medical model of disability to the social model. When

asked whether they encountered resistance, one of the participants replied:

We have many debates, but eventually, they agree that a decision where a child
should study cannot be made based on his/her diagnosis. Let’s take two children
with cerebral palsy or two children with Down syndrome. Despite the same
diagnosis, they may have different educational needs. Medical professionals
have to understand that. They make decisions to treat, treat, and treat a child.
However, we explain that a child’s diagnosis cannot be treated. In some cases, a
child’s conditions may improve but, in many cases, he will have that diagnosis
for the entire life. However, our responsibility is to help that child to receive
education, live in society, have a job, his home, his family, and his opinion?.
(P20)

She added that the RCSAC would continue organizing training and round tables for

medical professionals and representatives of the Ministry of Health.

The other representative of the same Project said:

The Classification of Functioning, Disability and Health emphasises the social
model [of disability] rather than the medical model. We select children for
studying in an inclusive setting based on their potential, not their diagnosis...
Their strengths first and only then their weaknesses. We develop an
Individualised Education Plan considering both their potential and weaknesses.
This is very important. The medical professionals, whom we trained, have
changed their attitudes®?’. (P 21)

Some progress in changing the attitudes of medical authorities towards the development
of children with disabilities is promising. However, based on the participants’ experiences,
the medicalisation of disability in Uzbekistan still often relegates these children into a

lower category of ‘defective’ in which they are exempt from equal educational
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opportunities. Given that many parents raised the issues of abandonment of newborns

with disabilities and defectology, the following discussion is focused on these two themes.

Abandonment of newborns with disabilities and a lack of professional support.
Carpenter (2000) states, “In our civilized society, the term “abandon” may seem
inappropriate, but examples can still be found of situations where parents were put under
pressure to relinquish responsibility for their children” (p. 135). Indeed, as seen from the
participants’ statements above, in Uzbekistan, medical authorities often push parents to
abandon their newborn children with disabilities to an institutional setting. The same
practice also exists in other former Soviet Union countries. larskaia-Smirnova (1999) in
her research examined the experiences of 12 Russian mothers of children with disabilities.
When her participants were asked to share stories of their children’s birth, they all stated
that medical officials had put pressure on them to abandon their newborns. They were
told that their children would never develop, “It is hopeless, he will be an idiot, he will
not even be able to move” (p. 73). When Dowling (2005) analyzed the findings of
research on the understanding of a child’s disability by parents and service providers in
former communist countries, he found the same tendency. The women in both studies
stated that their children’s diagnoses were delivered in a very insensitive way and that
there was a lack of dialogue with medical officials. Similarly, Carpenter (2000) concludes
that the approaches of medical specialists to parents are often unprofessional; they do not
provide any support during the first months after a child was born and diagnosed with a

disability, and by doing so, they leave parents to struggle on their own.

In previous years, in some developed countries, for instance, in the United States, mothers
of newborns with disabilities were treated similarly. Since 1964, Skotko (2005) had been
examining how medical professionals delivered a postnatal diagnosis of Down syndrome
to women. This researcher found that a diagnosis had often been delivered to mothers in
a very tactless manner, and no professional support had been provided to them. The
majority of his research participants reported feeling very anxious and frightened with a
diagnosis. Skotko (2005) maintained that women needed more information about a
child’s diagnosis and they expected pediatricians and neonatologists to provide that
information. However, in many cases, the information they gave was incorrect and
insensitive, for instance, the child “would never live on her own or hold a job” or the child

“would be mentally retarded and never be able ‘to make change for the bus’ ” (p. 68).
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Skotko (2005) reported that some women were also advised to institutionalise their
children with Down syndrome. According to one of the Scotko’s participants, the doctor
said, “Just tell people he died and go on to have more children” (p. 68). Another
participant had a similar experience, “In fact, he gave me a shot to dry up the milk and
suggested that I never see the infant again™ (p. 68). The author states that physician
behaviour seems to have changed with time: they are no longer offer women to abandon
their children. Yet, in Uzbekistan and many other former Soviet Union countries, the
situation has been the same since the Soviet times. Health professionals still strongly
recommend to parents that they place newborns with disabilities in infant homes
(UNICEF, 2005a). larskaia-Smirnova (1999) points out that such “a situation of exclusion

is produced through the relationships between the powerful and powerless” (p. 72).

Both the CRC and CRPD impose an obligation on states to respect the right of the child
to live with a family. The CRC states that governments have to ensure that a child is not
separated from his/her family unless separation is necessary for the child’s best interests
(Convention on the Rights of the Child, 1989, Article 9). To prevent abandonment of
children with disabilities specifically, the CRPD obliges governments “to provide early
and comprehensive information, services and support to children with disabilities and
their families” (Convention on the Rights of Persons with Disabilities, 2006, Article 23,
para 6). Nevertheless, the government fails to ensure adequate support for families of
newborns with disabilities that results in their large number transferred from maternity
homes to infant homes. In most cases, it is “a first step that leads to lifelong

institutionalization” (UNICEF, 2005a, p. xvi).

Power of medical authorities and defectology. Humpage (2007) points out that
although medical professionals have expertise in the diagnosis and treating diseases, they
should not be given the power and authority over the lives of people with disabilities,
especially in social and economic areas. In Uzbekistan, according to the participants,
medical authorities are still considered important gatekeepers who have access to
necessary resources and make decisions regarding different spheres of the lives of people
with disabilities, including their education. Worthwhile support to children with
disabilities and some forms of medical examination provided by medical specialists will

always be necessary. However, when physicians decide where to place children to study,
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their focus should be more on individual characteristics of child development, not on their

limitations.

Grigorenko (1998) describes an early diagnostic system in Russia that is still applied in
Uzbekistan. Children cannot start primary school without a complete medical
examination. A medical commission is composed of a pediatrician, a neuropsychologist,
a defectologist, and a representative of a local authority. This committee has the
responsibility for ensuring the early identification of children with disabilities and making
a recommendation regarding an institution where children should study. In most cases,
medical officials recommend specialised schools. Grigorenko (1998) states, “It would be
an unusual parent who would defy such a formidable array of experts in order to keep his
or her child in the ordinary school system” (p. 198). Katsui (2005) notes that even if
parents express their wish to send their children to a mainstream school, a medical

commission will often not allow them to do that.

Similarly, Markova and Sultanalieva (2013) note that there is often a disagreement
between doctors and parents. Many parents are not satisfied with the decisions of medical
professionals because they spend too little time with children, do not allow children to
adapt to a new environment, administer outdated tests, and then “rush to declare them
‘retarded’” ” (p. 59). In contrast, medical practitioners believe that those parents who try
to place their children in mainstream institutions are too ambitious and do not want to
recognise that their children will not be able to study there. Markova and Sultanalieva
(2013) note that it is not about a lack of professional skills or dedication of medical
specialists but rather about a system they were trained under.

When placed in specialised institutions, children are treated in accordance with the
science defectology (Phillips, 2009). Dowling (2005) notes that defectology became a
professional discourse that separated children from their parents, and by doing so, it
created two opposing camps. One comprised medical providers who believed that they
served the best interests of children with disabilities by placing them in specialised
institutions; the other camp comprised parents who believed that they were forced to

relinquish children against their will.

Defectology refers to a person’s characteristics related to abnormal psychology, learning

disabilities, and special education, such as “sensory difficulties with hearing or speaking,
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motor impairments, and cognitive functioning below the normal range” (Smagorinsky,
2012, p. 2). On this basis, defectology employs clinical, psychological, physiological, and
pedagogical approaches in relation to children with disabilities (Lubovsky, 1974).
Defectology is linked with other medical sciences: neuropathology, psychiatry,

pathophysiology, and genetics (Big Medical Encyclopedia, n.d.).

The founder of defectology is Lev S. Vygotsky, a Soviet psychologist and founder of
Soviet cognitive developmental psychology (Knox & Stevens, 1993). According to
Smagorinsky (2012), Vygotsky’s works were influenced by his cultural experiences,
Christian beliefs, and Marxist philosophy. As a Jew growing up in Byelorussia, Vygotsky
experienced anti-Semitism, which made him think about how to integrate people with
different views into society. As a Christian, he believed that people with any type of
disabilities should be surrounded by support and humanity. He severely criticised those
who advocated the importance of suffering as an integral part of Christianity. However,
some people question that Vygotsky was a truly Marxist psychologist, as he was known
as a dialectical materialist, applying the historical-materialist approach to pedagogy and
psychology. Within the historical-materialist framework, his focus was on diversity and
socialisation as essential prerequisites for children with disabilities to develop. Florian
and Becirevic (2011) also note that the interaction of children with disabilities with their
non-disabled peers was viewed by Vygotsky as an important socio-cultural condition.
Smagorinsky (2012) states that due to the exclusion experienced by Vygotsky in his life,
he developed educational approaches in defectology that supported inclusion and not
separation.

Similarly, Daniels and Lunt (1993), when discussing the differences between the
principles of Vygotsky’s theory and how they were applied in the Soviet special education
system, state that VVygotsky proposed a socially-driven model of the child’s development.
He believed that the goal of the development of children with disabilities should be the
same as that for their non-disabled peers. The only difference was that children with
disabilities needed a modified educational approach (Grigorenko, 1998). However, in the
Soviet system, the social and emotional needs of children were ignored. The teaching
content and methods were solely focused on “the correct identification, diagnosis and
categorisation of pupils” (Daniels & Lunt, 1993, p. 82). Those who had disabilities caused

by organic damage were treated differently from those who had developmental problems
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caused by social deprivation. Soviet defectology covered only children with
developmental delays. It did not include those who had intellectual disabilities or other
severe learning, sensory, and/or physical disabilities. It was the responsibility of the
Soviet child psychiatry to treat these children (Grigorenko, 1998). This distinction in
approach to children with special needs still prevails in the former Soviet Union countries.
Vogt (2008), a practitioner who worked in Uzbekistan in the field of inclusive education,
also states that defectology as a pedagogical framework is directed towards children with
mild and moderate disabilities. Children with more severe disabilities are often declared
uneducable and either sent to residential institutions with an emphasis on treatment and

rehabilitation or stay with their families and with little or no access to education.

Thus, despite the advanced views of Vygotsky, defectology in the Soviet Union reflected
a strictly medical approach to children with disabilities. Florian and Becirevic (2011) state,
“though defectology began as a progressive development from Vygotsky’s teaching, it
became a discipline that served as an ideological vehicle which, under the medical
establishment, produced segregation in tune with the wishes of the communist party elite”
(p. 375). That Soviet legacy has been so strong that the legislation related to disability in
former Soviet Union countries is still based on medical concepts (Kozma & Illyes, 1993).

Changing views. Even though the medical model of disability is still widely practiced in
Uzbekistan, it is possible to make a paradigm shift in the system of special education.
Some former Communist nations are good examples of that. The Czech Republic was
referred to in Theme Four as an example of a country trying to support the ideology and
practice of deinstitutionalisation. In the Czech Republic, defectology was a predominant
science to work with children with disabilities (Langer, 2017). Every child, who was
diagnosed with a disability, was given a specific treatment and then sent to a specialised
school. However, after the Velvet Revolution in 1989, the Republic reconsidered
education for students with disabilities and started the enactment of inclusive education.
Langer (2017) reports that currently, children with disabilities still receive medical
diagnoses, but teachers in inclusive classrooms have a different approach to educating
them. Previously, if students with disabilities did not meet the high expectations of a
teacher in terms of their academic development and behaviour, they were immediately
sent to a specialised school. The new approach insists that students with disabilities

should be taught based on their Individualised Education Plans and assigned a teacher
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assistant (European Commission: DG Employment Social Affairs and Inclusion, 2016).
Langer (2017) states, “Little by little, the rigid culture of communism has been breaking
down” (p. 5). The societal attitude towards disability is changing and now the society
recognises more that children with disabilities should be included in the general education
system. There is also an understanding that all main stakeholders, for instance, parents
and teachers, should be involved in that process.

Albania is also a former Socialist country with a long history of institutionalisation that
actively attempts to promote inclusive education and children’s rights (Taraj, 2018).
During the 50 years of Albanian dictatorship that lasted until the early 1990s, individuals
with disabilities were isolated and there were no effective social policies to support them.
They were placed in care institutions and treated through the medical model (Save the
Children, 2012). In the mid of the 1990s, Albania went through the radical transformation
towards democracy. The country reconsidered many of its social and educational
approaches, including segregated education for children with disabilities. Many parents
refused to enrol their children in specialised schools, demanding a right for their children
to study alongside all other children. With the support of international donors, the
government of Albania started its first integration practices. In many regards, these
practices were successful due to the solidarity between the Albanian government, families
of children with disabilities, and educators. Since 2000, the government of Albania has
been enacting inclusive practices in education. Albania is facing many challenges in this
process that need to be addressed, such as a lack of adequate training for teachers, a
shortage of financial resources, and an inflexible school curriculum. Yet the country has
made considerable progress towards the inclusion of children with disabilities into

mainstream schools, even with a limited budget (Radoman, Nano, & Closs, 2006).

Both the Czech Republic and Albania are former countries with a communist regime that
have a long history of the institutionalisation of adults and children with disabilities.
When inclusive education became a global agenda, the countries reconsidered their
approach to these children and started a gradual process of their integration into a general
school system. In a mainstream setting, students with disabilities are provided with
support services and taught based on IEPs with a strength-based orientation, not based on
defectology any longer. The Czech Republic and Albania are at an early stage of the

development of inclusive education. However, their experiences in eliminating the power

169



of Soviet defectology and uniting families and schools to reach inclusion could be
effectively utilised by other former socialist countries. These experiences are notable and
related to the research question about how international experiences inform the better

provision of inclusive education.
6.4.1 Summary

When the parents of children with disabilities were asked to reflect on their experiences
of giving birth to a child with a disability, they all stated they had experienced strong
distress. It primarily happened due to the pressure of paediatricians to abandon a child
and a lack of communication with them regarding a child’s diagnosis. The attitude
towards children with disabilities is still largely determined by the medical model
practised in many post-Soviet states. As reported by the participants and recent studies,
parents continue to struggle at later stages too, when trying to place their children in
general educational institutions. Parents are often confronted by medical practitioners
who impose their opinions and send children to specialised kindergartens or schools.

When placed in specialised institutions, children with disabilities are treated based on
defectology. A considerable body of literature shows that the Soviet defectology focuses
on children’s physical and/or intellectual limitations and tries to rehabilitate them,
although the initial idea of Lev VVygotsky, a founder of defectology, was to support child’s
social learning in education and not to be focused on his/her disorder. Within Soviet
defectology, which is still excessively practised in Uzbekistan and other former socialist
states, people mistakenly assume that children with disabilities have no potential to learn
and become self-sufficient. Such an attitude results in low expectations for these children

and almost no investment in their development.

There are, however, some positive examples of former communist countries of Central
and Eastern Europe that started the process of moving away from the medical model of
disability, defectology particularly and initiated the idea of social and educational
inclusion of children with disabilities. Although there are still many challenges and
contradictions, the governments and people of these countries, who previously believed
that children with disabilities had to be separated from their non-disabled peers and
institutionalised, have changed their attitudes towards equal access to mainstream

education.
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CHAPTER SEVEN
CONCLUSION

In this chapter some concluding remarks are made, key implications identified, and
recommendations for practical applications and further research offered. The conclusions
and implications address the research questions, outlining stakeholders’ understanding of
inclusive education and their experiences and attitudes to the inclusion of children with
disabilities into general schools. The first set of proposed recommendations is for
academics and researchers involved in disability research. Other recommendations
concern policymakers engaged in disability policy and the design of social services. The
chapter next outlines the research limitations related to the methodology this study hinges
on. Finally, the chapter suggests some areas for further investigation.

7.1 Main Conclusions and Implications

Although numerous conclusions and implications could be drawn from the discussion of
the findings in the previous chapters, four stand out as being particularly relevant: the
perceptions of different groups about inclusive education in Uzbekistan and its enactment;
attitudes of teachers towards inclusive education; the lived experiences of parents of
children with disabilities; and the experiences of national NGOs and DPOs in developing
a more inclusive society. These groups raise a wide range of challenges related to

inclusion that are discussed further.
7.1.1 Perception of inclusive education and how it is being enacted

As mentioned in Chapter Two, internationally, the concept of inclusive education is
considered as education for all students regardless of their abilities, social classes, gender,
race, ethnicity, and religion. International organisations often link inclusion to the
UNESCO Policy “Education for All”, which is committed to ensuring that all children,
young people, and adults receive basic quality education (Armstrong et al., 2011). This
commitment is based on human rights as well as the general belief that education is an
essential prerequisite for well-being and development (Miles & Singal, 2010). Yet, the
results of this study demonstrate that in Uzbekistan, inclusive education is primarily
understood as an equal educational opportunity for children with disabilities only. The

international literature suggests that inclusive education should be redefined from a
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broader perspective and advocated as a social justice matter that includes all students
regardless of their identities.

In general, within the disability context, participants had a sound understanding of the
concept of inclusive education. They might have this understanding because several
inclusive education initiatives had been carried out in the country previously. In the late
1990s, international organisations, with the help of national disability activists, started
promoting ideas of inclusive education. Even though not all attempts were successful,
these helped to shape a certain understanding of inclusive education. However,
participants’ understanding did not necessarily mean they agreed that all children with
disabilities should study in mainstream schools.

The staff of schools, non-governmental bodies, and parents appeared to be resistant to the
idea of inclusion for those who have intellectual disabilities. Most of them believed that
students with intellectual disabilities, excluding those who have mild intellectual
disabilities, are not able to succeed in general schools. There are two reasons that were
given to support the argument that children with intellectual disabilities need to stay in
specialised educational institutions. First, such students are seen as not having “an intact
intellect” to study and communicate with other students in a regular class. Second, they
are viewed as disruptive to others.

According to the international literature, the attitudes towards people with intellectual
disabilities are shaped by cultural norms prevailing in the society. This is also the case
for Uzbekistan. Stigmatising attitudes were inherited from Soviet times when children
and adults with intellectual disabilities were regarded as a non-existent population (Katsui,
2005; Petrea, 2012; Phillips, 2009). In Uzbekistan, stigma is partially related to the Soviet
legacy, but at the same time, it might be very specific to the Uzbek culture, where many
people are concerned about having a positive image amongst others. This study has shown
that many Uzbek families purposely hide their children with disabilities to maintain a
favourable image and avoid discriminatory public attitudes.

Given that stigmatizing attitudes towards children with intellectual disabilities are very
strong in Uzbek society, it is not surprising that most of them are not deemed worthy
of studying in a mainstream setting. The teachers of specialised schools said they were
largely united against inclusion because some of their students had tried general schools
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but returned to specialised schools. These teachers, however, did not consider the fact that
in general schools, these students were expected to study based on a general education
curriculum with no individualised support. As stated in Chapter Four, students with
intellectual disabilities can succeed if they are taught an adapted curriculum and provided
with relevant support services. Support services include but are not limited to, speech
therapy, occupational therapy, counselling, and educational skills training support (Datta,

2015). In Uzbekistan, some of these services are available in specialised institutions only.

Centralisation of educational and medical services in one place might seem appealing,
but it leads to the medicalisation of special education (larskaia-Smirnova & Romanov,
2009). Based on the findings articulated in the previous chapters, students in specialised
schools do not receive quality education because they are viewed as defective, with low
intellectual functioning. A study programme for them is more focused on the
development of occupational skills than academic skills, which significantly impedes
their access to further education. A sole focus on occupational skills with no effective
transition programmes does not help students find a job either. In general, specialised
institutions more create a culture of ‘otherness’ around these students than prepare them

for a dignified independent life.

The findings in this study have also indicated that many participants were not satisfied
with the way inclusive education was being enacted in Uzbekistan. Their primary concern
was that general schools are not ready to work with students with disabilities. There are
too many barriers for them in current so-called “inclusive schools”: a lack of
infrastructure, overcrowded classes, non-adjusted curriculum content and methodology,
untrained personnel, and stigmatising attitudes. Therefore, many parents of children with
disabilities felt frustrated and did not have a strong belief that it would be possible to

develop inclusive education in the near decades.

Another reason why the research participants were concerned about the enactment of
inclusive education was due to a view that many local educators did not see a clear
distinction between integration and inclusion. They claimed that educators tended to see
inclusive education as simply the placement of a child in a mainstream setting, although
inclusion goes far beyond physical presence and involves the transformation of beliefs,
cultures, policies, and practices and then a totally different pedagogical approach

(UNICEF, 2011). Based on the participants’ experiences and international research,
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without adaptable teaching and learning environments, the majority of students with
disabilities placed into a general education system cannot succeed.

This study suggests that inclusive education in Uzbekistan is not being satisfactorily
enacted, despite the government’s promise to uphold it. Current educational policies and
practices are still based on a medical discourse that views disability as a pathological
condition and applies a classification system of children with disabilities introduced
during the Soviet era. As Peters (2007) states, “written policy provides a documented
legal and moral framework as well as a critical lens for interpreting and understanding
practical action/reaction in everyday practice” (p. 100). Supporting a traditional concept
of education for children with disabilities has resulted in a lack of vision and awareness

of the nature of inclusive education and challenges related to its enactment.
7.1.2 Attitudes of teachers towards inclusive education

In general, there was much agreement between the literature and the findings of this study
about the attitudes of general school teachers towards teaching students with disabilities.
Evidence from this study has shown that teachers in Uzbekistan typically do not welcome
children with disabilities, referring them to specialised institutions. They do not mind
working with those who have mild disabilities, for example, hearing or visual
impairments, but not with those who have more severe or complex disabilities. Teachers
often do not have adequate professional knowledge and skills to teach students with
disabilities and their non-disabled peers in one classroom. As stated above, modifications
to curricular materials and instructional practices to accommodate children with a wide

range of educational needs are also not considered.

The research suggests that teachers face a range of other barriers that make them act
against inclusive practices. They include but are not limited to a lack of resources, a lack
of individualised support in a classroom, large classes, low pay, and the attitudes of
society — namely, the views of parents of non-disabled students who strongly oppose the
idea of inclusion. A particular concern here is that inclusive education cannot be enacted
unless teachers, as primary stakeholders, hold positive attitudes towards its principles.
Therefore, their attitudes, concerns, and expectations need to be further explored to shift

inclusive education initiatives from rhetoric to practice.
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7.1.3 The lived experiences of parents raising children with disabilities

According to the findings of this study, in Uzbekistan, many parents of children with
disabilities are one of the most vulnerable groups, and their experiences are similar to
those of parents in other developing countries. They face a myriad of problems at all
stages of their children’s lives: strong social stigma, financial constraints, the absence of
respite care, a lack of disability-related information and services, and many others.
Inadequate welfare benefits appeared to be one of the most serious issues encountered by
parents. Their children’s disability allowance is not enough to cover even essential needs,
such as proper food and medical services. Thus, families either find alternative ways to
finance their children’s needs or continue to struggle. There are also many single mothers
of children with disabilities amongst parents. By force of circumstances, some of these

women have left their children in residential institutions to start working.

The study has shown that the support of family members and medical practitioners is also
what parents need most. Women are often blamed by husbands’ relatives for giving birth
to children with disabilities and told to abandon them to a state-run institution. The social
position of Uzbek women influenced by local traditions often does not allow them to
confront their family members. Medical specialists could change this situation if they
provided families with on-time information about the nature of a child’s disability and
effective types of interventions. However, doctors insist on relinquishing these children,
explaining that it is a better option for both a child and a family. It results in many children
being voluntarily relinquished to residential state care. Parents who decide to keep their
children within families despite medical prognosis face many barriers, especially to their

child’s access to general education.

Regardless of a type of institution children are placed into, parents have many concerns
about the quality of education and stigmatization that have a profound impact on children
with disabilities throughout their school years. The fact that families and schools often do
not maintain relationships worsens the situation. This study has found that there is no
effective communication between parents and teachers. Consequently, they do not truly
understand one another. Parents complained that teachers were not interested and
qualified enough to work with children with disabilities, while teachers blamed parents
for not being accountable for their children’s lives and shifting their parental

responsibilities onto school. Given the fact that most parents raising children with
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disabilities are in difficult circumstances, some recommendations to address this situation

are tabled further in this chapter.
7.1.4 The experiences of national NGOs and DPOs

This study has found that national NGOs and DPOs primarily provide support and
advocacy for people with disabilities and their families in the areas of disability rights,
social adaptation, and rehabilitation. Since traditionally these organisations deal with
legal, social, and medical issues, they are not heavily involved in education and, therefore,
cannot advocate effectively for inclusive education. Officials responsible for the
education policies in Uzbekistan do not recognise the knowledge and recommendations
of NGOs and DPOs as trustworthy and valuable. The government mainly takes advice

from defectologists, despite them not often having expertise in inclusive education.

Non-governmental bodies generally have the requisite knowledge and expertise to help
the government with the development of inclusive education in Uzbekistan. Based on the
survey responses, they have a clear view of what inclusive education is, what hinders its
development, and what measures need to be taken to move it forward. Depending on their
areas, non-governmental organisations could contribute to inclusive education by
participating in policy development, collecting data, organising professional training for
teachers of general schools, developing and enacting early intervention programmes for
children with disabilities, and informing the society about the advantages of inclusive
education. Yet, despite the sound knowledge and experiences of those organisations, they

do not take an active part in the enactment of inclusive education.

In some cases, NGOs and DPOs work effectively in small or remote locations, which is
difficult for large governmental agencies. The study has illustrated that NGOs and DPOs
sometimes are used as a link between inclusive education enactors and rural families
raising children with disabilities. For this purpose, organisations are invited to events and
meetings to receive updated information and disseminate it amongst families in their
villages. They also provide support to international organisations as local experts, for
instance, UN agencies, working with and for people with disabilities. In other activities,

non-governmental bodies function autonomously.

Due to their limited role and a lack of accessibility, NGOs and DPOs often do not have a

partnership with educational institutions. Some international organisations, for instance,
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Special Olympics, collaborate with specialised schools, but national agencies remain
largely uninvolved. There was also limited evidence of cooperation between non-
governmental entities and the government itself. According to the NGO representatives
who participated in this research, their organisations are not considered equal partners,
despite their active participation in socio-political life in Uzbekistan. This study suggests
that non-governmental bodies face two particular issues: they are often restricted in their
activities, and due to the state monopoly over almost all spheres, they are not directly

involved in decision-making processes related to people with disabilities.

7.2 Recommendations for Practice

7.2.1 Recommendations for the field of disability and education

Recommendations for academics and researchers include supporting research-based
initiatives, engaging with policymakers, and hiring lecturers with disabilities to promote
equity and challenge negative stereotypes and attitudes linked to disability.
Recommendations for policymakers include imposing mechanisms for non-compliance
with disability regulations, enacting legislation to end institutionalised practices, enacting
inclusive education through community-based rehabilitation (CBR) programmes,
supporting pre-service and in-service teachers, and supporting families of children with

disabilities.

Supporting research. Disability research is critical because it has the potential to
improve understanding of the diversity of human minds and bodies (Bolt, 2015). It is
especially important in the context of Uzbekistan, where there is not enough research, if
any, on disability as a social construct. Many people in the country still believe that
disability is a strictly medical issue and can be studied exclusively by medical
professionals, health providers, and rehabilitation specialists. Within scientific and non-
scientific fields, researchers primarily use a deficit-based approach to disability that has
very little influence on policies and consequently does not contribute efficiently to the
lives of people with disabilities. Thus, it would be useful to initiate and support disability
research in the humanities and social sciences. By doing so, academics and researchers
would emphasise the importance of viewing disability as one of the aspects of human

diversity, not as a problem in body function.
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Another critical aspect of promoting disability research is the involvement of people with
disabilities themselves. The current research on disability issues “is not representative of
disabled peoples’ experiences” (Kitchin, 2000, p. 26). More substantial knowledge of
disability issues could be built if people with disabilities were involved as researchers and
co-researchers, not just as respondents or research subjects. As co-researchers, they could
participate in a variety of project tasks: identifying a problem, conducting a literature
review, data collection, analysis, and/or co-writing. In this instance, research would be
based on the principles of participatory action research “conducted by insiders, people
who are part of the phenomenon being studied” (Stahl & King, 2019, p. 26). The direct
involvement of people with disabilities would produce authentic analysis and address

their widespread exclusion from academic and institutional research.

Engaging with policymakers. Academics and researchers exploring disability issues
throughout different disciplines need to promote their research beyond academia by
communicating their findings to a policy audience. Research that adopts a rights-based
approach should inform policymakers what policies could be designed to ensure a long-
lasting impact on the lives of people with disabilities. Policymakers themselves may not
have breadth of knowledge in the field of disability, and the views of researchers can
potentially influence their decisions and, consequently, a policy itself. “By engaging with
policy makers academics become involved in answering some of the most challenging
questions..., and their ideas contribute to national policy” (Council for Science and
Technology, 2008, p. 1).

Nevertheless, connections between academia and a government are often found to be
weak (Sasse & Haddon, 2019). To ensure that academia is engaged with policy, certain
measures need to be taken. Representatives of academia need to understand why and how
they can influence public policies. To equip them with the necessary information, policy
engagement training could be offered. Training programmes may include information
about a process of policymaking, impact of academia on policies, techniques to bring
government officials to universities and get them interested in research, and others. For
instance, the University of Southampton, England, has organised a training programme
with the involvement of former ministers on how to identify relevant policymakers and
to write policy briefings (Sasse & Haddon, 2019). Such training opportunities could help

researchers gain essential knowledge and lobby for policy change. Furthermore,
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developing a broad network with relevant ministries and other government institutions to
promote research in terms of advocacy is necessary. It would allow academics and
researchers to stay connected with policy experts working on disability issues and to

develop long-standing professional relationships with them.

Hiring lecturers with disabilities. To reduce stereotypes related to people with
disabilities, higher educational institutions also need to hire lecturers with disabilities.
They could shape positive views of themselves by speaking about disability from a
perspective of the social model, which is, as stated above, critical. It would be especially
important for pre-service teachers, as many of them will work with students with
disabilities. Carrington and Brownlee (2001) conducted a qualitative study with the
participation of a teacher assistant with cerebral palsy during the training organised for
pre-service teachers. During the semester, the teacher assistant interacted with students
in-group tutorial discussions. The authors found that students’ attitudes to people with
disabilities and inclusive education had been significantly improved thanks to the

involvement of the teacher assistant in their study.

Currently, in Uzbekistan, there are some restrictions to hiring teachers with visual
impairments for primary and secondary specialised schools. According to the Decree of
the Cabinet of Ministers on approving the normative and legal acts on state specialised
educational institutions for children with disabilities (paragraphs 47 and 50), only sighted
typhlitis teachers are allowed to teach students with visual impairments in grades | to 1V.
In specialised schools, visually impaired teachers may not comprise more than 30% of
the total number of teachers. Visually impaired specialists are allowed to teach several
subjects, such as native language, literature, foreign languages, history, social sciences
(except for geography), math, and music while in specialised boarding schools, their
teaching is limited to history, social sciences (except for geography), and music (Lex.uz,

2011). The act does not explain these restrictions and differences in their application.

There is no information on restrictions to hire teachers/lecturers with other disabilities
and their number at educational institutions and, in particular, at universities. Yet, given
attitudinal barriers and accessibility issues, there may not be many of them working at
universities, if any. It would seem that a critical element in addressing this obvious
underrepresentation would be for the government to change legislation imposing

employment restrictions on teachers/lecturers with disabilities. As stated by UNICEF
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(2014c), “This will necessitate the removal of any legislative or policy barriers that
require candidates to fulfil specific medical eligibility criteria, as well as the provision of
reasonable accommodations for their participation as teachers” (p. 16). This implies that
the above-mentioned Decree should be completely reconsidered from the perspective of

inclusion.
7.2.2 Recommendations for policymakers

Imposing measures for non-compliance with disability laws and regulations. The
CRPD affirms that people with disabilities have the right to freedom from discrimination.
The treaty requires governments to “prohibit all discrimination on the basis of disability
and guarantee to persons with disabilities equal and effective legal protection against
discrimination on all grounds” (Convention on the Rights of the Child, 1989, Article 5,
para 2). The Law of the Republic of Uzbekistan on the Social Protection of People with
Disabilities nominally protects them against all forms of discrimination. Due to non-
compliance with legislation, people with disabilities continue to face discriminatory
attitudes in different spheres of their lives. The existing fines and penalties for non-
compliance are either inadequate or not enforced. Therefore, there should be effective
mechanisms to ensure regulatory compliance with laws and regulations to stop

discrimination against people with disabilities.

A legally mandating behaviour change imposed by the government to force individuals
and organisations to provide equal opportunities to people with disabilities could be an
efficient measure. Bilz and Nadler (2014) note that laws are often effective “because they
are backed by the threat of punitive enforcement. This threat prompts individuals to make
judgments about risk and reward before deciding whether to engage in a prohibited
activity” (p. 245). However, such measures are not only about punishment but also about
changing the moral attitudes of citizens: when the law imposes punishment based on
justice norms, people accept that law as a source of morality. It could be also a timely
opportunity for others to learn that no one can be discriminated against on the basis of
disability. It could change their perception of these people too. For this purpose, a focus
should be made on formulating and enacting strict compliance measures to ensure the

effective protection of people with disabilities.
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Enacting legislation and policy framework to end school segregation and
institutional care. The national disability policy appears to be more focused on
increasing the number of segregated educational institutions and their provision, despite
the government's formal commitment to inclusion. A very recent example of a
segregation-oriented policy is the draft resolution “On measures for further improvement
of the educational system for children with disabilities”. The document is primarily about
the improvement of the existing special education approach. The measures outlined in the
document include the reconstruction of specialised educational institutions, providing
specialised institutions with medical equipment and technology, establishing specialised
vocational colleges, recruitment of qualified personnel for specialised schools, and others
(Governmental portal of the Republic of Uzbekistan, 2020). These legislative practices
do not reflect a lack of concern for children with disabilities and their education and
wellbeing but rather the perpetuation of previous practices based on insufficient
understanding of what could best support children's development (UNICEF, 2014c).

Everything seems to indicate that a key component in addressing school segregation and
institutionalisation would be for the government to follow the provisions of the CRPD
and to develop legislation and policies that promote a more inclusive education system.
First, this would necessitate that the government stops allocating funding to open
segregated institutions. Second, this would require policymakers to develop
deinstitutionalisation policies with a focus on community-based rehabilitation (CBR)
programmes to reintegrate children with disabilities into society. The policy emphasis
should be on developing community-based services for children with disabilities and their
families. Given the scale of segregation of these children in Uzbekistan, it would also be
critical to provide clear guidance and advice on procedures and timeframes to cease their

admission to state-owned care institutions.

Enacting inclusive education through community-based rehabilitation (CBR).
According to the UNESCO and Ministry of Education and Science of Spain (1994), CBR
and inclusive education are interrelated and mutually supported in serving children and
young people with disabilities, because they both are based on the principles of integrity,
equality, and participation. CBR aims to equalise opportunities for people with
disabilities and develop their social inclusion. Inclusive education aims to give children

with disabilities full access to learning by including them in community educational
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settings. Within education, CBR programmes should be focused on establishing and
maintaining links between communities, local mainstream schools, and families of
children with disabilities and helping those children gain access to schools in their

neighbourhoods.

For this purpose, parents, teachers, school authorities, and CBR workers should be trained
and involved in supporting children with disabilities in local general schools. Non-
governmental bodies could provide training and, at the same time, mobilise communities
by educating them. Chavuta, Kimuli, and Ogot (2006) note that relationships between
these groups should be based on mutual dependency and cooperation that would construct
a shared sense of identity and purpose. For instance, CBR workers could identify children
with disabilities and send them to local general schools, while teachers could refer their

students to CBR waorkers for vocational training or other community services.

The main advantage of inclusive education organised in the framework of CBR
programmes is it is initiated by internal efforts within the community, not by external
ones. This is more effective because internal agencies are more familiar with the local
needs, cultural aspects, and available resources. Pfortner (2014) points out that “it might
be a good move to start inclusive education through CBR strategy in organised
communities, with schools which are willing to collaborate and based on their resources
and culture” (p. 80). The other advantage is that if inclusive education is enacted within
a CBR programme, it takes a multi-faceted approach to community-based inclusive
development, including disability awareness, engaging in early intervention programmes,

rehabilitation, and equality training.

Providing professional support for pre-service and in-service teachers. As already
mentioned several times in this study, the problem with many current teacher-training
programmes is they are primarily based on the concept of defectology. This concept still
has a strong influence on professional learning in former socialist countries and raises
many issues for pre-service teacher programmes and in-service teacher professional
development (Florian & Becirevic, 2011). As a part of overall education legislation, the
government should introduce an inclusive education study programme for pre-service
teachers. The focus of a programme should be on teaching that addresses issues of student
diversity and reducing stereotypes and stigma in relation to people with disabilities.

182



Otherwise, with defectology being widely taught in teacher training institutions, there is

a risk that graduates will reject any move towards inclusive education.

There have been some teacher training opportunities for in-service teachers organised by
international and national inclusive education enactors. Yet, none of them was linked to
general education reforms and, therefore, was not regular and consistent. To be effective,
teacher training need to be conducted on a regular basis: one-shot sessions usually have
no significant effect on teachers’ practice and consequently on student learning. Another
important factor is ongoing support for teachers who enact new practices after they attend
training. Teachers may understand and agree with new ideas related to inclusive education,
but they often need to be supported in their every-day practice. Ongoing support may be
in the form of teaching and professional development resources, collaboration with other
teachers and agencies/experts working in a disability field, and professional incentives.
In many cases, the realisation of innovative ideas in a class does not lead to salary
increases or promotion. If teachers cannot be stimulated financially for supporting new
initiatives, certain professional rewards should be considered for them. It does not imply

that rewards are essential to effect change, but they could keep teachers motivated.

Inadequate professional preparation and the challenging conditions teachers work in often
result in their low motivation, poor performance, and absenteeism. If the government is
serious about the introduction of inclusive education, it is imperative that teachers are
acknowledged as catalysts for inclusive education practices, and their working conditions
are made a priority. Even though government officials recognised the needs of teachers
and tried to address them, the reality on the ground is teachers remain one of the most
vulnerable professional groups in the country. Currently, the government is undertaking
policies and programs to support teachers financially. However, much still needs to be
done to address the most pressing of teachers’ concerns which are related to the conditions
they work in. New policies may require certain funds that are not easy to allocate in a
low-income context. However, if teachers continue working in poor conditions, we

cannot expect even the most dedicated ones to enact education reforms effectively.

Providing support and education for parents of children with disabilities. Different
types of support should be considered for parents of children with disabilities. As the
majority of participants stated, they are primarily surviving on their own. Even though

there are some laws and regulations enacted to support children with disabilities and their
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families, they have no significant impact on their lives. Many parent participants have
indicated that financial provision is their most urgent need. There should be financial
assistance programmes for families in addition to their children’s disability allowances,
as many of them left jobs to take care of their children. These programmes need to be
enhanced by proper monitoring and adequate law enforcement mechanisms. Otherwise,
their effectiveness will remain highly questionable. There has been an unsuccessful
practice before. In 1991, the government enacted the law on financial provision for
parents whose children received home-based education for health reasons. However, the
law has never been enforced since that time (Uzbek Society of Disabled People, 2014).
After many years, it simply remains a long-lost legal formality. There have been some
positive changes in this area. Recently, the President has issued a new Decree to support
mothers of children with disabilities. From March 1, 2019, mothers of children born with
disabilities with no work experience will be paid a social allowance upon reaching the
retirement age (Norma. uz, 2019). It is a certain acknowledgment of their hard work.
However, they need financial assistance most when their children are growing to provide

them with all the necessary interventions at the right time.

Parents of children with disabilities should also receive appropriate social support. Many
government-led social support services remain inadequate and unresponsive to the needs
of children with disabilities and their families. Children with disabilities primarily receive
informal care from family members and formal services from NGOs and DPOs. However,
that support is often not enough for primary caregivers, especially those who have
children with high or complex needs. Therefore, it would be useful to reconsider the work
of government-organised social services. Respite childcare programmes, designed to
provide a temporary break to parents, should be an essential part of that support. Taking
time away from caregiving functions would leave caregivers refreshed and enable them

to fulfill their duties more effectively.

According to the participants of this study, some parents cannot or do not want to take
care of their children for different reasons. Some of them are a lack of responsible
parenting and/or bad habits, for example, excessive alcohol use. Therefore, children are
often denied adequate living conditions, proper food, and medical and/or rehabilitation
services. Research participants recommend taking children out of their families and

placing them temporarily with their close relatives, foster families, or other alternative
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places where they can be watched and protected. Respite care interventions have the
potential to avoid this situation by decreasing parental burnout and stress, increasing their

life satisfaction, and improving the parent-child relationships (Cohen, 1982).

Investing in the development of this service is, therefore, of particular importance. Even
with the budget constraints, the relevant ministries should consider ways of using the
existing funding to better support families with children with disabilities. Ministries,
together with people with disabilities and disability support organisations, should
consider possible respite options (in-home respite care, respite houses, and/or after school
care) and develop a strategy that will set a direction for their establishment. As a part of
that strategy, they also need to develop an action plan to train and retrain support workers
responsive to the needs of people with disabilities. Only under these conditions, primary

caregivers would be able to continue their caring role and maintain their wellbeing.

Parents also should be educated about specific skills their children’s disabilities might
require, in addition to the general knowledge they have. Besides, parents should know
about the importance of early intervention practices to minimise the long-term effects of
disabilities. These may include speech therapy, occupational therapy, and/or
physiotherapy. Knowledge of disability laws and regulations is also essential for parents
to act on behalf of their children effectively, especially in a situation where laws are not
enforced. Yet, education should not be limited to only managing their children’s lives.
Parents should be also encouraged to participate in decision-making processes and

supporting other families that could potentially facilitate parental activism.
7.3 Limitations of the Study

Limited number of participants from the regions. One of the limitations of my study
is it was primarily conducted in the capital city of the country; only two regions out of 12
were involved in it. Participant 14, representing the region, mentioned there were no
significant differences in a disability situation between the capital of the country and its
regions, except for the fact that all legislation came into force in the regions later than in
the capital. However, | do believe if data had been collected in some other regions, |, as
a researcher, would possibly have had a more complete picture of disability issues in the

country.
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Limited involvement of government officials. Collecting very little data from
government officials could also be considered a limitation. | was not able to involve many
government representatives as research participants, although they are key players in the
process of the enactment of inclusive education in the country. | attempted to contact
current and former officials from the Ministry of Public Education and the Ministry of
Labor and Social Protection of Population, but they were not willing to meet, except for
one person. As indicated previously, although the government is more open now than it
was previously, disability issues remain sensitive, and Ministry representatives might
remain reluctant to release that information. Therefore, | could only consider what many
of them seem to think about disability issues and inclusive education indirectly based on

the statements provided by other research participants.

Non-involvement of children and young people with disabilities in the study. The
non-involvement of children and youth with disabilities may be seen as a limitation
because their participation could have provided additional valuable data for the study. As
noted in Chapter Three, it was planned to involve children and young people with
disabilities in this study as research participants to gain their insights into what they
thought about inclusive education. Yet, the obtaining of consent forms from their parents
was not possible. Parents were arguably reluctant to allow children to participate in a

focus group due to their unfamiliarity with informed consent and, consequently, mistrust.

Lack of previous research. Given the lack of previous research on inclusive education
in Uzbekistan, I had little literature to make reference to in this research. After searching
the international databases extensively, | have found much literature on the enactment of
inclusive education in other developing countries, including some of the former Soviet
Union states, and used this material to inform my study. This literature helped me
understand the enactment of inclusive education in the developing world better and laid
the foundation for this study. Some problems discussed there are typical of all developing
nations, for instance, a lack of professional knowledge and skills of teachers working with
students with disabilities in mainstream classes or a shortage of financial resources to
enact inclusive education. Nevertheless, there are still certain country-specific problems
that with a wider scope and more time could have been explored more, such as cultural
stigma and the complexity of rural contexts experienced by people with disabilities living

in remote areas. | have attempted to discuss some disability issues typical for Uzbekistan

186



where it was possible. Yet, the outcomes of the discussion are not conclusive. Thus, |
proposed several areas that seemed critical to me for deeper investigation. They are

outlined below.

7.4 Recommended Areas for Further Research

Inclusive education for children with intellectual disabilities. As stated above, many
participants of this research believe that children with intellectual disabilities cannot be
educated in a mainstream setting because their mental capacity is limited and cannot be
improved over time. However, international research and practice suggest that children
with intellectual disabilities can be successfully included into regular schools (Hallahan,
Kauffman, & Pullen, 2019). Their success is largely attributed to the change in teachers’
attitudes and the use of appropriate curriculum and special education services. Therefore,
one of the proposed areas for research is teachers’ attitudes and concerns about teaching
students with intellectual disabilities. It would also be useful for researchers to explore
best practices that have the potential to help students with intellectual disabilities to

succeed in a mainstream setting.

Transition of students with disabilities into the workforce. The vocational transition
for students with disabilities and employment barriers could be another study for further
exploration. Based on the results of this study, we can conclude that in Uzbekistan there
are no comprehensive transition processes for this group. Many young people with
disabilities remain unemployed after leaving schools. Job opportunities for them remain
a pressing concern for both parents and teachers. Specialised schools offer vocational
training programmes, which have little effect in reality, due to strong prejudice towards
people with disabilities in the workplace. It is important to emphasise cooperation
between schools and potential employers. A successful transition into the workforce
should require more than just schools to facilitate vocational rehabilitation programmes.
It should also require employers to reconceptualise the employment of people with
disabilities as potentially beneficial for society as a whole, and an organisation in
particular. Other areas for research within this study may include a current understanding
of transition processes of families, schools, and potential employers; transition issues
faced by young people with disabilities and what could possibly be done to improve their

transition outcomes; and evidence-based practices in transition programmes.
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Cultural understanding of disability and its impact on the inclusion of children with
disabilities into general schools. As the participants’ experiences and literature revealed,
traditional cultural values and beliefs shape our attitudes towards individuals with
disabilities. In Uzbekistan, a legacy of disability labelling and cultural stigma appear to
be severe and pervasive. Children with disabilities often experience discrimination and
exclusion in every aspect of their lives, including education. More knowledge could be
built if studies on cultural perspectives on disability in the Uzbek context were undertaken.
The focus of proposed studies should be on investigating sociocultural beliefs about the
causes of disability and what intervention strategies could be designed to combat these
beliefs and include children with disabilities into local general schools.

7.5 Final Thoughts

Even though Uzbekistan has attempted to include children with disabilities in a general
school system, inclusive education in the country remains elusive. Taking into account
the long history of institutionalisation, it may be a very long way to go before we have
truly inclusive schools. Charema (2010, p. 88) states, “Inclusion is a vision, a road to be
traveled, but a road without ending since it is a process rather than a destination and a
road with all kinds of barriers and obstacles, some of them invisible and some of them
are in our own heads and hearts”. Indeed, the development of inclusive education is a

long journey with many barriers to overcome.

Nowadays, Uzbekistan is facing many obstacles in the process of enacting inclusive
education in the country: attitudinal barriers, a lack of teachers’ professional knowledge
and skills, a lack of services for children with disabilities and their families, inaccessible
school and public infrastructure, and many others. These problems cannot be solved
overnight; they require time, effort, and resources. However, the development of
inclusive education is not only about financial provision. In many respects, inclusive
education is about attitudes, values, and political will. As briefly discussed in Chapter
Four, the political willingness of decision-makers to support the development of inclusion
is a determining factor. According to Halachev (2015), political will support pedagogical
initiatives that will be aimed at “developing inclusive knowledge and skills among
mainstream teachers, supporting peer learning programs, mentoring programs and
minding the gap between the education system and the labour market” (para 7). The

international literature offers many examples showing how low-income countries
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succeeded in promoting and fulfilling the right of children with disabilities to mainstream
education because their politicians have a vested interest in inclusive education (Mariga
etal., 2014).

The willingness and readiness of the government is critical but it is not the only factor for
the successful enactment of inclusive education. Advocacy by parents of children with
disabilities, teachers, Disabled People’s Organisations, and other stakeholders plays a
critical role in this process. There are many examples across the world of advocacy
campaigns that pushed governments to launch inclusive education projects. For instance,
in Lesotho in the 1980s, parents started to demand a better educational provision for their
children (Khatleli, Mariga, Phachaka, & Stubbs, 1995). They initiated the disability
movement and put pressure on the government to start pilot inclusive education projects
that were further extended. The advocacy of people with disabilities themselves can also
be a powerful instrument for creating a more inclusive society. In the United Kingdom,
the British Council of Organisations of Disabled People (BCODP) encouraged other
disability-related agencies to join forces and advocate for a new model of inclusive
education that was supported by the government (Campbell & Oliver, 1996). These
authors state, “disabled people themselves had come together in a collective sense at the
heart of disability politics in Britain” (p. 89). Hence, the power of disability advocacy can
radically shift policymakers’ thinking and persuade them to recognise the rights of

children with disabilities to study in general schools, with choices equal to others.

The success of inclusion also largely depends on cooperation amongst all stakeholders as
none of them can effectively function in isolation. Uzbekistan will not need to develop
new ways of creating a partnership to establish and sustain inclusive schools. Many
countries have already gone through this process and their “successful experiences... can
help [other countries] build a suitable foundation for effective partnerships with families,
communities and social organizations and networks” (UNICEF, 2014d, p. 25). When
adapted to the local context, existing expertise could be beneficial for Uzbekistan. I am
convinced that tangible results in bringing children with disabilities back to communities
and realising their right to receiving a quality education can only be produced through

joint efforts.
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Annex

Participants’ statements in original (Russian) language

! PaBHBIE BO3MOKHOCTH B IMOJIYYCHHUH KaYE€CTBCHHOI'O O6paSOBaHI/IH.

2 Co3nanue ycJIOBMi M BO3MOKHOCTEH [a1si] TomydeHust oOpa3oBaHHUs IS BCEX M B

T000M yueOHOM 3aBE/ICHUMU.

% nxmo3uBHOe [06pa3oBaHMe] 3TO TO, 4TO s XoTena. UToOGHI paBHEIE TpaBa ObBLIH,
paBHOE OTHOIICHUE OBLIO, KaK K OOBIYHBIM JCTsM. MHKITI03UBHOE 00pa30BaHUE XOPOIIIO
TEM, YTO OHO OTKPBIBACT JIFOJSM TJla3a Ha TAKUX JIETeH, 4TOObl OHH HE OOSUIUCH HX, a
BOCIIPUHMMAJINA TAKUMU, KaKe OHH eCTh. UTOOBI pouTe [HOPMOTUITMYHBIX JIeTel] He
orpakgaid, He 3a0upanu cBoux nereil: «OH, 0ombHON peObEHOK». SI MOHMMAK0 Tak
WHKJIIO3UBHOE 0oOpa3oBanue. Hy, BCE-Taku MOAXOJ pa3HbIA JODKEH OBITh K KaXKIOMY

peOEHKY.

4 Unkmo3uBHOE 00pa3oBaHue, MHE KaXeTCs, 9TO KOra peOEHOK He OTAENEH COrTacHO

KJIaccaM, KaTeropusiM, He pa3ouT 1Mo JUarHo3am.

5 HNHuxmro3uBHOE O6p830BaHI/Ie 9TO Korga €T C OrpaHUYCHHBIMU BO3MOXHOCTIAMHU MOT'YT

YUYUTHCA C OOBIYHBIMH JCTBbMU.

® JlaBaiiTe mOroBOpUM O TOM, KaK y HAC TIOHUMAETCs MHKIIIO3MBHOE 00pa30oBaHHe, eClU
Bbl He npoTuB... Bo nepBbIX, [y HAac| HECOIIaCOBaHHOCTh MOHATUMN. Y Hac co3/aIu HOBOE
MIOHSITHE, KOTOPOTO HET HUTZIe B MUpe — «HKII03UBHBIN Kiacc». Sl TOBOpUII O TOM, UTO
HET TaKOTO TOHATHS, MHKJIIO3UBHOM MOXKET OBITh IIKOJIA. Y HAC MOCAIUIN Mapy YeI0BeK
C MHBAJUAHOCTBHIO B OOLIMI Kjacc M Bc€. DTO HE ecTh MHKIO3MBHAs Ikoja. [llkomna
HAaYMHAETCs ¢ BOpPOT. Bopora, kmaccel, crmopT3an, TyaleTbl — BCE JOHKHO OBITh
UHKJTIO3UBHBIM, OHM JIOJDKHBI OBITh JIOCTYNHBIMU... OHH HE MOTYT IOCTPOUTH

HWHKJIIFO3UBHYIO IIKOJTY, UM IIPOHIC CKA3aTh: «MBI cO34aI1 MHKJIO3HUBHBIE KIIACChI».

" Ha CErONHAIIHUNA JIeHb BEIYIIMMH CHEHHAIIUCTAMU CTPaHbl TMOJ HHKIIO3UEH
noHuMaeTcs uHTerpanus. IIpocTto npereil ¢ HOpPMaldbHBIM HHTEIUIEKTOM, HO C

[(I)HSHQCCKOﬁ] HWHBAJIMJIHOCTBIO BKJIIOYAKOT B HIKOJY. OTO0 HE €CTh MHKIIIO3US.

190



8 Ona [opranmsaTop mpekTa] MPEIIOKUIA B3ATh YUAIUXCA U3 CHENUATH3HPOBAHHBIX
IKOJ JJIS TIIyXUX U BKJIIOYUTH B 00pa3oBaTeNbHbIN mpoiecc [B 001eodpa3oBaTebHOM
nikosie]. T.e. yrpom aBT0OYC MOAXO0AUI Tya, 3a0upall neTeil u npuBo3ui B mkory. Ho
3]1eCh OMATH-TaKW He OBbLIM MOATOTOBIEHBI HU YUWUTENs, HU AETH, HU pomuTenu. T.e.
HOJATrOTOBUTENILHON PabOThI, KOTOPYIO MBI IOTOM IPOBOJMIN B IIpoekTe EBpocoro3a, He
6bu10. U MOTOM, I€TH OHU K€ JIeTH BCE paBHO: TIIyXHe JETH ObLIM camu 1o cebe, a Te
[HopMoTunIuHBIe] camu 10 cebe. He ObLII0 MHKITIO3UHU KaK pa3-Taku, BKIIOUYEHHOCTH HE

OBLIO.

® 51 BusieNa MHKITIO3MBHbIE IIKONBI B IPYTHX CTpaHax: B AMepuke, B JIutse, B Benrpuu.

To, uTo 51 BuzeNa, HE JAET MHE YBEPEHHOCTH, YTO 3TO MOKHO C/EJIATh y HaC.

10 " (bHHaHCHpOBaHHG JOJI2KHO 6LITL, U IOHHUMAaHHUC OOJIXKHO ObITb. 1 HE TONBKO

IIOHMMAaHUC pOﬂHTeHeﬁ, HO M IOHUMaHUC BJIaCTHU, YTO JeTeit Hazlo YUUTh.

11 Mmocor [uHKMO3MBHOrO 00pa3oBaHms] MHOro. Bo TepBbIX, peOSHOK B cpere,
[mpubkE€HHOI | K kHM3HU. B Kitacce neTu Benb HE Ha moa00p - pasHeie Aeth TaM. OH
[pe6énok], momy4aercst, 6e3 OTpBIBA OT JKU3HM HAXOIUTCSA B TOW BO3PACTHOM cpeie, B

KOTOpOﬁ OH OOJIXKCH II0 )KM3HHU OBITb.

12 Jlio6oe o6pazoBanme 7TO, MpeXkae BCEro, CONMANBLHOE OOIIEHHE, MPUOOpETEHHE
COIIMAJIBHBIX HABBIKOB, BKJIIFOUCHHC B JXU3Hb O6HICCTBa. BC}II) AaXE JIIOJU, KOTOPLIC
3aKaHYMBAIOT 00Ie00pa3oBaTeNbHbIE IIKOJIbI, HE BCErja IpaMOTHbIE. MBI HE JapoMm
TOBOPUM, UTO 3TO BKIIIOYEHHUE, a 00pa30BaHue — 3TO MPOCTO pbIYar, OJMH U3 JIEMEHTOB

JUTSL BKJIFOUYEHHS B 9TO OOIIECTBO.

13 B mamreit mxone ecth TsKENBlE AeTH, HO ecTh U aetu Kateropuu ®-70 [mmdp
YMCTBEHHOH OTCTAJIOCTH cOrjacHO MexayHapoaHoi kinaccudukanus 6onesnei 10-ro
nepecmorpa (MKB-10)]: [y HHX] eCTh yMCTBEHHasi OTCTAIOCTh, HO 3TO MOTPAHUYHOE
cocrosiHue. O4eHb XOPOIINE I€TH, UAYT HAa KOHTAKT... TaM ecTb pa3Hble I€TH, HAIIPUMED
¢ cungpomoM Jlayna. S Bcerma xoten, 4yToOBI B OOBIYHBIX KjaccaX OBLIM JETH C
cunapomoM JlayHa, OHH K€ O4eHb OTKphIThIe. Kora Mbl IpUXO0AKUM TyJa ¢ CBIHOM, JIETH
¢ cunapomoM JlayHa ero o6HuMaroT. OHM MOTJIM OBl KOMIIEHCHUPOBATh HAIIW MUHYCHI
[MMeeTcs B BULYy OTCYTCTBHE KOMMYHHMKAaTHBHBIX HAaBBIKOB, npucyuiee moaaMm ¢ PAC].

U 310 66110 OBI XOPOIIO, HALLIK AETU IPUBBIKIIN ObI K 3TOMY.
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14 Oxono yernipéx ner s cujena ¢ HuM [B Kjiacce], y Hero oueHb clIoXkHas (popma
THIIepKeHe3a, ecau Bel moHMMaeTe AeTCKUN LepeOpanbHblii mapanud. Bo mepBbIX, oH
MPAKTUYECKH HE TOBOpUT. Eciu 4TO-TO HEepXUT B pyKax, MNHUIIET - €My HYyXHa
HENOCPEACTBEHHAs MOMOIIb. fl, TOy4yaeTcs, BBIIOJIHSIA POJIb PECYPCHOT'O Ieaarora,
OTOMY UYTO s cujena ¢ HUM. [1oToM, Korzia oH 4eTslpe Kiacca 3aKOHYMI, Mbl IIEPELUIH
Ha HajioMHOe o0ydenwue. [leqaroru Kk Ham XOAMIN U3 001Ie00pPa30BATEILHON IKOJIBI JI0
neBsaToro kmacca... Ho B konme 90x - navane 2000x yuurtens [pabortanu] Ha
oOuiecTBeHHbIX Hayanax. Kak TakoBoil cuctemsl yxe He Obuto. M cyns mo oT3bpiBam
HaIIUX POAUTENEH, HAIOMHOE O0yUEHHUE - XOTSI OHO JI0 CHX IIOp CYIIECTBYET, PUUYEM
CYIIIECTBYET TaK K€ Kak M 00IIe00pa3oBaTeIbHOe, U BCIIOMOTATEIbHOE TUITBI O0yUYCHUS

- HY, Jy4llle YeM HUYETO.
13Ero cocrosHue 310poBbs cTaNo Moeii mpodeccHei.

16 MO)KGT, IIOTOMY 4YTO MbI YK€ IIPUBLIKJIW: TO MBI K HUM, TO OHU K HaM. I/IHOFI[a OHH
MMpUXOAAT K HAM Ha MPa3aHHUKU I10OKA3aThb CBOE HCKYCCTBO - TaHIbI UJIK IICHUC - TO, YTO

OHU MOTYT.

17 MpI crapaemcs X BHIBOJMTH B T€aTphl, IUPK, 300HapK, My3eH, HOTOMY YTO POAUTEIH
UX HE TMOBeAyT. Y Hac Apyx0a ¢ My3eeM HCKycCTB. TaMm Jake Kakue-TO LUKIBl OHH
MPOBOJSAT ¥ MBI B 3TH IIUKJIbI BKIIOYaeMcs. YUEHUKH TaM PUCYIOT, OOIIAIOTCs, UM YTO-

TO OOBSACHSIOT.

18 Bcé paBHO B€Ib OHH M3 3THUX CIICH. MIKOJI KOF,I[a-HI/I6y,I[L BBIXOJAT B JKU3HB. TaM yiKe

JKU3Hb pazHOoOOpa3Has... JlambIiie UM CII0KHO KUTh.

19 Pogutensm nHaumHaeMm O6T)$ICH$ITI>, YTO CcolMaau3anusa MOXKET OBITH TOJIBKO TOorJa,
KOoraga OH 6y,HeT B CPpCAC CBOUX 3I0POBBIX CBCPCTHUKOB C pAHHETO BO3paCTa - CaMad
I'JIaBHass KOHICIIOWA WHKIIFO3UMBHOI'O O6pa30BaHI/I$I. A Koraa OH 06yqan051 cpeaun
HOI[O6HBIX eMy JICTeH B TeUCHUE 17 met 1 MOTOM €Tro BBIITYCTHUJIA, MBI HC MOKEM CKa34Th,

YTO OH MOXET COIUAIN3UPOBATHCA — BOT I'I€ np06neMa Bcsa. OH HE MOXKET...

20 Mmnorue 3HAaKOMBIC, POJACTBCHHUKHU O6paTI/IJ'II/I BHUMAaHHUE Ha TO, 4YTO IIOBCACHUC
KapJAWHaJIbHO HU3MCHUJIOCH Y pe6eH1<a MI/IpOBO33pCHI/IC, IIOBCACHHUEC HU3MCHUIINCH B

Tyqiryto ctopony. Cpenn oOBIYHBIX JA€TEH OHa cTala Jiydiie ceds BeCTH.
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21 5] UKy TONBKO IUTIOCHI CO BCEX CTOPOH: U B yuébe, M B pa3sBUTUM OTHONIeHHMit. Eciu
OBl BCE JIETH UMENIM BO3MOXKHOCTh XOJUTh B MHKJIFO3UBHBIE IIKOJIBI, TO Y HAC OBUIO OBl

MEHBIIIE 3a0UThIX. HY)KHO JaBaThb JIFOASAM TaKOM IIIaHC.

22 Jletn, y KOTOPHIX cIab0e 3peHHe WU CITYX Cabblif, MOTYT Kak-TO ObITh BKIIOYEHHI [B
00111e00pa3oBaTeNbHBIC IIKOJIbI|, TOTOMY YTO y HHX HMHTEUICKT COXpaHHBIW... S BCE
BpeMsi OOPIOCh TIPOTUB WHKIIO3WH JIETEH C MHTEIUICKTYalbHOW WHBAJIUIHOCTHIO, KaK
TOJBKO 3TO ABWKCHUE HAYaJOCh: HE CMOTYT TaKHe JETH MPUCYTCTBOBATH Ha YPOKE B

00111e00pa30BaTEeIbHON IITKOJIE.

23 MHOTO-MHOT'0 JIeT Ha3aJ1 Ha Oa3e 00Ie00pa30BATENBHBIX MIKOI OTKPBIBATNCH KIACCHI,
HO 3TO TOJIbKO Ha4YaJIbHbIC KJIAaCChl ObLTH. [I0TOM OHU MEepexoIuii Cro/1a, TaK Kak Ha 0a3e
MacCOBBIX IIKOJ MAacCTepCKUX TaKHX, KaK y Hac, HET. DTOT mepexon ObLI TsKelee,
MOPAJIBHO TsDKENee JUIsl POTUTEIeH U Ui AeTeil: peOEHOK YYMics B OJHOM IIKOJE H

BIpPYT €ro NepeBoJAT B Apyryto... 1 pe6EHOK, u poauTenu He ObLIIM TOTOBBI.

24 dusuka, XUMHSL, WHOCTPAHHBIN SI3bIK, ajaredpa - HET Y Hac TaKuX MpeAMETOB. TOIbKO

MaT€MaTuKa, CCTCCTBO3HAHUC, reorpa(bml, HUCTOPUs, HO 3TO KypC O4YCHb COKp&H.IéHHLIIZ.

25 aKkTHUECKH STO HYNEBOH ypOBEHb MPU TAKOM MPOTPECCE, Pa3sBUTHH 3HaHuiL... U y
HUX Y CaMMX IPOTECT... OHU 4YBCTBYIOT 3TO U TOBOPAT: «MBbI HE XOTUM YUUTHCSI B 3TOM

HIKOJIe». A KaKol y HUX €CTh BbIOOD?

26 Makmo3uBHOE 00ydeHue BBEH I TOTO, YTOOBI IETH He OTAENAIHNCH OT APYTHX. .. HO
y KOro HapylIeH MHTEJJIEKT, OH TaK W Tak OyneT oTaensaTbes. Jlydimie mycTe B cBOei
IIKOJIE OHM Bce OynyT onnHakoBble. OHU Ha OTHOM ypoBHeE Bce. ['py0o roBops, OHU Kak

pbiba B BoJIE.

27 C MeHTaJIbHBIMU HAapYIICHUAMU, MHC KAXKETCs, 9TO [I/IHKJIIO3I/IBHOC 06p2130BaHI/Ie] TOXEC
HEPCAJILHO. HOTOM, €CJIM HHKIIO3WI0 HPOBOAUTH, MPCEACTABIACTC, B IHNKOJAX Yy HaAC

3anoHeHHOCTh 40 YesoBek [B Kiacce].

28 11 ecrm B3aTH 0Opa3oBaHMe, y Hac B Kiaccax 1o 50 gemoBek. O KakoM BKITIOYCHHH
ocoboro pedéHka MoxkeT UATH pedb? [103ToMy s He 3Hat0, HACKOJIBKO y Hac NMePCIeKTHBa

C MHKIIIO3HEeH BOOOIIE [eCTh].
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29 MBI TOBOPHM O paBHBIX MPaBaX, O BKIIOUEHHH Beex JeTeil B 001eo6pa3oBaTeIbHbIe
mkoibl. Ho ecnu peGEHKa HEBO3MOXKHO CKOPPEKTHPOBATH U OH KPUYUT BECh YPOK?
[TonsTHO, ecnu eHb, 1Ba, TPU, @ €CIM 3TO rofamu npopospkaerca? Eciau 3To Memaer
y4eOHOMY MPOLECCY €XKETHEBHO, TO HU O KaKOH MHKIIIO3UU PEYM HE JOJDKHO OBbITh. Y

MeHsI yOeXKIEHHOCTh B 3TOM.

30 3naere, y HAC 3TO [MHKIIO3MBHOE 06pa3oOBaHME] elIE He TAK pacHpocTpaHeHo. Y Hac,
10-MOEMY, B IIIKOJIaX €CTh TaKue JETH, HO He BO BceX. Ho eciu Mbl HauHEM B KayecTBe
AKCIEPUMEHTAIBHBIX IIKOJI: BO BCEX pPallOHAX IO OJHOMY CaJly WM IO OJHOW IIKOJIE,

[Oynem] oTmaBath Tyna AeTel U paclpoOCTPAHSTH 3TO, OOIIECTBO ATO MIPHUMET.

31 910 HE JOJIDKHO OBITh KAJIOCTIIMBOE OTHOIICHHE K 3THUM JACTAM, a OTHOIICHUEC KaK K

paBHBIM, KaK KO BCEM JIHOIAM, 0e3 JUCKpUMHHAILIUH.

32 310 6B 60-€ TO/IBI, TOIBI MOETO JETCTBA... EAMHCTBEHHOr0 HHBAIM/IA C yMCTBEHHOI
OTCTAJIOCTHIO, KOTOPOTO MBI BUIENH, ObuT Oparumika Moeil moapyru. OH maTasics 1o
HaleMy Moc€lKy caMm 1o cebe W HUKTO He oOpaliai Ha HEr0 BHUMAaHHSA, HUKTO U3
BCTPEYHBIX ¢ HUM He oOmancs... OH OblUT Kak MHOIUIAHETSHUH, HUKOTJa HE BXOJIWI B
30HY >KM3HHM OOBIUHBIX JIIOZEH. DTO OBLIO YTO-TO HEMOHSTHOE, a KakK OOIIaThCs C

HEOHATHBIM?

% IIpencrasnsere, ¢ yTpa 0 Bedepa ¢ HUM B IIKOJIE, TOTOM TIPHXOAMM CO IIKOJIBI, 5 C
HUM YPOKH JIENTAI0 - 3TO 0UeHb TSKEN0. S ¢ BOCKMH yTpa [0 MIeCTH Bedepa Kak Te/Iaror.
B 5T0 BpeMms 5 I0MKHA KyIITaTh CBAPHUTH, IOCTHPATh, YOpaThes... DT0 Bcé B 0HO [BpeMs],

OUYEeHb yCTaéllb. Y MEHS MO3T BOOOIIE HE OTJBIXAET.

34 Ecny MX BKJIIOYATH B MHKJIFO3MBHEIE KJIACChl, HUYETO HE TOTOBO. MHOrne BCE paBHO
uayT tyna. S xoaun B 5TH knaccsl. [IpeacraBere, 30 yenoBek U OH [peOEHOK ¢ ayTH3MOM |
TaM cuauT. OHU BCe KpUyaT, ero TporaroT... I ponurtenu BeIHY)IEHbI cuaeTh TaM. OHH

XOTEIU OBbI OCTABUTh €r0 U yﬁTH, HO Kak?

% 3naere, 1 He GOPIOCH ¢ TeM, YTOOBI MHKIIFO3HIO 3aKphIBANM. M ke Hajo ¢ 4ero-To

HaunHaTh. IMOHMUMAr0, 3TO MUJIOTHBIC IIPOCKTHI.

36 A KaTCropn4CcCKu IMpoTHB. BrE1 g1 Hero Mama: Bel 171 Hero CTUPACTC, 3331 cMYy 1omy

noaTupacte... On HUKOraga HeE 6YJICT BOCIIPUHUMATDH Bac kak YUUTCIIA.
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37 [TosToMy ecii 6bI ¢ HUM CHJIEN CHELUaIbHO HOATOTOBIEHHBIH HeIaror, BCé ObLIO Obl
no apyromy. Bo mepBbix, oHa Obl moaxoaumia KO BceMy MpodecCHOHAIBHO, a s

NepeKUBal0 CUILHO U peOEHKa Aepraro.

%8 BoT cMOTpHTE, BTOpOE MPABUJIO MHKIIO3UBHOTO 00pa30Banus, Bbl ydIle MeHs 3HaeTe,
— Hanmuuue pecypcHoro nexparora. Ero Her. Mbl korna pasroBapuBanu ¢ MuH(puHOM,
MNpOCWJIM BBIACIIMTL IITAThl AJId JOJDKHOCTH PCCYpCHOIO ncaarora. Ho Takme mrats!
HUKTO He Bblaenser... Kak MOXXHO BHEApATh MHKIIO3MBHOE oOOpa3oBaHue 0e3

pecypcHoro nenarora? Kak? Bei 3naere? 4 Her...

89V mens ects 3HakoMas Amus. [on Hasaj OHA ropesia sKeJaHHeM, 9ToObl eé pebEHOK
o0ydJascs B MHKIIO3MBHOM Kiacce. OHa 1o0miiach 3TOro, HO ceddyac OHa HACTOJIBKO
ycTaja, 4To roToBa yWTH OTTyJda. JTO OrpoMHas Harpyska... KTo-to u3 nereil 4ro-to
BBIKPUKHET, OHa YIIIN CBOeMY peOEHKa 3aKkpbiBaeT. Eciii OH HauMHaeT KpuyaTh, OHA €To
U3 KJIacCa BBIBOJAUT. YUUTEN JAIOT 3a/laHUs U, €CIIM OH HE MOJKET, OHa cama JIeJaeT 3a

Hero. OH He MOKET HapucoBaTh, OHA PUCYET 3a HETO. ..

40 CeFOI[HH MbI HC MOXKCEM I'OBOPUTH O CO3JJaHHMH LITATAa TAKHUX IICAAroroB B IIKOJIAX,

IMOTOMY 4YTO MbI ceiiyac B mpouecce CTaHOBJICHHUA, HO CO BpECMCHEM 3TO 6y,HCT.

*1 Bor o1t Tpu Bapmanta y Hac [y npoekta «MHKII0O3UBHOE 00pa3oBaHue I JeTeil ¢
0CcO0OBIMHU IOTPEOHOCTSIMU B Y30€KHcTaHe»| CylecTByOT. M eciin yuuTento TpyJaHo, Mbl
npeiaraeM 3TH BapUaHThl M MEXaHW3M HX penusanuu. Ho, KoHeuHo, [Hannuue]
ThEIOTOpA OCTa&TCsl [aKTyalbHBIM], MBI Oymem Haj TuM pabotath. Korma mbl Oyaem
TOTOBBl BKJIOYUTH JeTed C TSKEIBIMU TOTPEOHOCTSIMH, THIOTOPHl OYyIyT yxkKe
HeoOXOoauMBbl, 0€3 HMX OYyJeT CII0KHO O4eHb. MbI Korna Oblid B ABCTpUH, BHUIEIH
peO&HKa, KOTOpBI Ha CKOJBKO-TO IPOLIEHTOB HE BUAEN, OH ObUI HEMOABMXKEH U
OTJENIbHBINA THIOTOP CHJIEN € 3TUM peOEHKOM. HO MBI K 3TOMY TOJKHBI TOATOTOBUTHCS .
JUISL 3TOr0 HEOOXOAUM THIOTOP, Y KOTOpOro OyJeT oruiayrBaeMasi paboTa cO CTOPOHBI

ko6l OH JOJKEH OBITh ITATHBIM PAOOTHUKOM 3TOMW HIKOJIBI.

42 Mp1 ¢ Heit €3IMJIA OT OJTHOTO JIUIES K IPYTOMY M CMOTPEJU €CTh JIM CTYNEHbKH. .. Ei
OUEeHb TSKEN0 ObLIO MO CTyMeHsM XoauTh. OHa XoTesa B IUILEH UH. 5133, MBI TIOIbeXan

Tylda, OHa CTYIICHBKU YBUJICJIA U TOBOPUT: «Het»...
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3V mac B HauanbHble Knacchl aeteit ¢ JILIIT oueHb CIOKHO BHEAPATH, HOTOMY YTO HET
uHpacTpyKTyphl. ECTh maHIychl BO BCEX IMIKOJIAX, HO OHU JK€ IIOTOM Y4aTcsl Ha BTOPOM,
Ha TPEThEM 3Ta)kax. B 0IHON MUJIOTHOM IKOJIE Yy HAC NEPBBIM KJIACC HA BTOPOM 3Taxe.
Kak oH [peO&HOK ¢ 1epeOpanbHBIM TapaanyeM| MOXKET MOAHAThCA Tyna? Pomurens
notoMm 3abpait ero... OH He MOXET MOIHATHCS, POJUTEIH €ro MOAHUMAI Ty/la U MTOTOM,
KOI'Zla 3aKaHYMBAJIUCh YPOKH, YHOCHI. HeT BO3MOXKHOCTH Ha BTOPOIl 3Ta) MOJHATHCS, a
TaK OH MOr' Obl MEHTaNbHO [yuuTbhbcsi]. M3-3a Takoll HENMOATOTOBJICHHOCTH

UHGPACTPYKTYPHI €lI€ eCTh CI0KHOCTH.

4 Ceroans no pacnopsxenuio [Ipe3uaenta uaST peKOHCTPYKIMS BO BCEX TOIIKOIBHBIX
00pa30BaTeNIbHBIX YUPEXKICHUAX. B MIKOIBHBIX 00pa30BaTENbHBIX YUPEKACHUAX TOKE
OyzeT Takasi peKOHCTPYKIHS U IIKOJIbI JOJKHBI ObITh TOTOBBI K TOMY, YTOOBI JIs1 JIFOOOT0

pebEHKa ¢ MOTPEOHOCTAMU, KaKkue Obl TOTPEOHOCTH OH HE UMEJ, OHU OBLITU JTOCTYITHBI.

5V MOJIOZIBIX JKEHIMH 3aTBOPHHYECKHI 00pa3 Ku3HH. JleBOUKHU, KOTOPhIE 3aKAHIUBAIOT
9Ty KONy, cuasaT pgoma. Jlampme - BCE, UM HEKyna HMATH. Y Hac €cCcTh
CIEeLUAIN3UPOBAaHHBIN KOJUIEIK, ONIATh-TaKU CIIELIMAIN3UPOBAHHBI. .. OH HaXOIUTCS 3a
ropogoM. Tam xopoliue ycioBus, 00y4aroT IBEHHOMY ey, Callo)KHOMY JIelly, HO TyJa
pOAMTENIN E€BOYEK, BO BCAKOM Cilydae, HE OTAAOT. Bo MepBBIX, Tyaa HAJ0 OTBE3TH M,
eci [eBouKa] He OyJeT HOYeBaTh [TaM|, BeuepoM npuBe3Tu. Eciiu ecTh psAaoM ¢ 1oMOM
KOJIJIEJK, TyJa He OepyT, MOTOMY 4TO arTecTaT He TOT. TaM HamucaHo [4To peGEHOK

3aKOHYHAJI CIICHHUATIU3UPOBAHHYIO I_HI(OJ'Iy].

4 Ceityac, mpaBma, BHIIUIO PAaCIOpPSDKEHHME, UYTO HENb3S 3aKyNaTh aBTOOYCHI, He
npucnocoOieHHble [k konsckam]. Ho onsate-Taku, Mepceznecs! - 1a, ouu e3a4t. S Buepa
BHUJIeJIa KaK MaMa ¢ 0ObIYHOM KOJISICKOM BolLa U Betana. Ho Haim aBToOychl y30€KCKOTo
IPOM3BOJICTBA [HE MPUCHOCOOIEHBI]: TyJla HE TO YTO C KOJISICKOM, TyAa U caM He BCerjaa

MNOJHUMCEIIBCA.

47 A BOT 3T TIaHYCHI CTPOAT. DTO e OpyHe A caMoyouiicTa — rmoj 45 rpaxycos. S
CUMTal0, YTO 3TO MPOCTO HE MOPSIOUYHO CO CTOPOHBI FOCYAAPCTBA, JIydlle BOOOIIE HE

HaaO CTPOUTH, UEM padu I'aJIOYKH.

48 Yuurens He 3HAIOT 4TO JAejIaTh C TAKUMHU ASTbMHU. Y UUTEIIS UX 0O0SIThCA.
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49 Jloromen ecTh, IcUXoJI0T TOXKeE ecTh. K oromesy s 1moiia B mpomuioM rojy, HO, 3HaeTe,
3TO ObLIA TIOTEPsl BpeMeHH. B Hauane oHa ckazana: «Ou, kakol TsHkENbIi pedEHoK. BoT
9TO OH HE JieNaeT, To He nenaeT». Ho ato e€ mpodeccus. [Touemy 3mech [B PLI CAJle]

JIOroneabl CIIpaBIAOTCA, KaK-TO MOI'YT €I'o SaI/IHTepeCOBaTB?

50 Ero ACPIKaJIN, HC BBIITYCKaJIM KO BCCM. Ecnu aTo 31UMa, TO B CITaJIbHC C HUM OTACIBHO
cugenu. Eciau 3To BecHa Win JICTO, BBIXOIUJIN HA MPOT'YJIKY. T.e. moka getu 3aHUMAJIUCh,
OHH TaM IIPOT'YJIUBAJIUCh. W 3T0 ero oueHb CUIBHO pasapaxalio, obmxkano. On MMpUX0OanUI
U MOI' YTO-TO HAUCPTUTL HA PHUCYHKAX z[eTeﬁ. n POAUTEIN IIOLIJIM KAJI0BaTbCAa K

3aBeNyIOLIEH, CKa3alli, 4YTO OH IOPTUT pabOThl UX JETEH.

*1 Ynorya GeIBaeT, 4TO POAUTEND C TAKAM TPYIOM yCTpauBaeT pebEHKa B OOBIUHBI cal.
Jns He€ 9T0 mokasarenb. PoaurensM [HOPMOTHIIMYHBIX JETEH| TOBOPST, YTO TOSBHICS
TaKOK-TO PEOEHOK B TPYIIE, HO POAUTENH CTAaBAT YIBTHMATyM 3aBelyIOlIel: yoepure
3TOro peO&HKa WM MBI BCe yHIOEM M3 JIeTcKoro caaa. M y 3aBemyromieil He ocTaércs
Jpyroro BbIOOpa, KaK yopaTh 3TOro ped&HKa, cka3aTh «Bbl HAM HE MOAX0aUTeY». 3HALCTE,

KaKO# 3TO cTpecc u [y peOEHKa, U JIs MaMbl?

52 XoTenoch 6]:1, KOHCYHO, YTOOBI negaroru OTHOCHUJIMCH C INTOHHMMAHHEM, JOSAJIBHO.
Xouercs YK€ TaKuX NCAaroroB, KOTOpPbIC XOTAT O6y‘-II/ITB 4YCMy-TO IleTefl, a HC TakK, 4TO

MPUILUIH 3apadaTbiBaTh Ha KU3Hb.

53 Xorenoch 6bI, UTOOB y HAC BHEIPUIN HMHAMBUAYANbHYIO MPOTPAMMy DPa3BUTHS
peO€HKa M YTOOBI HAIlM MEJaroru MOHUMAJIHM, YTO KaXAbl peOEHOK pa3BUBaeTCA
WHAMBHUAYaJIbHO. J{axke eciu 1uarHo3 OJMHAKOBBIN, TOTPEOHOCTH U YPOBEHB Y Ka’KJ0TO

peb€nka pazHbie.

4 O4eHb CIOXKHO 6BIJ'IO, TaK KaK OAUAarHo3 BE3IAC NPUCYTCTBYCT [yrIOMI/IHaeTCSI BO BCEX
I[OKYMGHTaX], BCe OOSITCS ATOrO auarHosa. U MBI, YCCTHO CKaXXy, YMOJISJIN 3aBEAYIOIY1O,

9TO6BI OHA TOCMOTPENA Ha HAII JIEBOUYKY B OKPY)KEHHH OOBIUHBIX JETEHl.
% Jlaxe 3meMeHTapHO Bech andaBUT OHA He 3HaJA.

% Vyprens He 3amar0T €if JTOMAITHHUX 3a/IaHMi, He oOpamaroT Ha HeE BHUMaHUA, HE

3aHUMAIOTCSI C HEH - €€ IPOCTO HET.
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¥ [Tenaroros Hao 06y4aTh, YTO STH JETH TAKUE K€, KAK U OCTaibHble. OHH HMEIOT TaKue
e rpaBa. Y MeHs ObUTH KOH(IMKTHI B caay, MHe roBopuin: «Hero Bl xotuTe oT Hero?

OH nanpliie pa3BUBaThCSA HE OynmeT!».

%8 OduuuaTbHOro JOKYMEHTa, 3aperUCTPUPOBAHHOTO MUHHUCTEPCTBOM IOCTHIIUH, HET...
Bb1 Moxete cka3aTh: «A 3akoH 00 00pa3oBaHUU?», HO TaM HET cjoBa «/HKIIO3UBY. B
3aKOHE O COLMAIBHOM 3allUTe MHBAIMIOB 3TOro Toxke Her. Kcrartu, 3ToT 3akoH He

cootBercTByeT Konpenuun OOH o npaBax MHBaIuI0B...

59 Hamre CCTOJHAIIHEC 3aKOHOAATCIbCTBO, TaK KaK s IOPHUCT BCé-TaKI/I, X041y CKa3aThb,
O4YCHBb XOpomee. Ono A0IMYCKACT MPUMCHCHUC MPAKTUKKU WHKIIFO3UBHOI'O O6paSOBaHI/ISI.
Her Hmkakoro 3aKOHOAATCJIIbHOTO IPCHATCTBUA IJid TOTIO, YTOOEI JC€TN C JICTKUMU

0COOBIMU TOTPEOHOCTSAMU 00yUYaIHUCh B 0011€00pa30BaTENbHBIX MIKOJIAX.

60 o cunraro, ecnu 66 ObLIH rocyJapCTBEHHbIE MEXAaHU3MBbI IIPOTPaMMBbI IO MOJIEPKKE
WHIWBUIYAILHON peaOMIMTAIlMU U C KOTr0-TO OBbI 3a HeE CIpalIuBaliv, JIFOJU ObI TUM
3aHAMAQJINCh W 3@ MOJOINEYHBIMA CMOTpenH... To ke caMoe  MOpoM30UUI0 U C
WHAMBUAYAIbHBIM MaTpoHaXkeM. UeMm Bblle [3aK0H| OT Onaromonydareseii, Tem Oonee
BCE CTAHOBUTCS pa3MBITBIM. .. Harpumep, Mol peOGEHOK — MOJ10/10#1 uenoBeK. B cembe oH
MOJIY4HJT BCE, 4TO BO3MOXKHO. OH, MOXKET, OOJbIIE COLMATMU3UPOBAH, YeM OOBIYHBIN
pe6€nok B oObIyHOM cembe. Ho, TeM He MeHee, OH TpaKAaHWH, OH B3POCIbIA, OH UMEET

IIpaBO HA MOJYUYCHUEC KAKHUX-TO I‘apaHTI/II\/’I OT rocyaapcrBa.

61 Onu HU30JIMPOBAHBI. HpO HUX HUKTO HUYETO HC 3HACT: KAK UX 30BYT, KTO OHHU. YV Hux

JaKE METPUK U MMACIIOPTOB HET. 3Ha€Te, B KUIJIakKax MHOI'O TaKUX MECCT.

%2 Muorue Bcé paBHO TpsUyT [aeTeii ¢ urBamuaHOCTHIO]. Ho, Craa Bory, rox To roma
cutyanus Mensercs... Hy, 1aaHo B HepBOM Kacce OH MajleHbKHIi, a IOTOM BO BTOPOM,
TpeTheM, YeTBEPTOM KIIaccaX yxke HYKHO Oy/eT OTKpbIBaThcs. ECTh Takue poMTEH,
KOHEYHO, HO 3TO Y€ MEHTaIUTeT. Y Hac CYUTAETCs, YTO OTO [ayTU3M| CTBLI, Y4TO B

AyTU3MC€ BUHOBATBI POAUTCIIHN.

%3 PoncTBeHHNKH OT HAC JAaBHO yKe OTBEpPHYIHCH. OHM MOTYT emé poauTeNel KyIa-To
no3Bath [mpuriacuts]. Eciu MeHst 30ByT, TO IPOCAT ChiHA HE OpaTh. MHe ke 00uaHo. S

UM T'OBOPIO, UTO ObI ¥ Tak ero He B3sul. OHU JTUIITHAH pa3 HalTlOMHUHAKOT, a 3TO 0OJIBHO.
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WNuorga onu MHe roBopsT: “OH yMCTBEHHO OTCTajbli. 3aueM Thl €ro aepxuib? Beex

My4aelp .

64 [TepBble mIeCTh MECALIEB Y MEHS ObLIO Takoe cocTosiHue: «3a uto?! Uto s caenana He
Tak B cBOeH k)u3HHU?». OKpYyKEHHE CO CTOPOHBI MY)Ka TOBOPHJIO: «3a YTO-TOY», XOTS S

ObLIa OYEHb XOPOLIEH HEBECTKOM, CTapajlach BO BCEM IIOTAKATH CEMbE MYKa.

% CBexpoBb O4eHb He XOTeNIa He3A0pOBOro pedénka. Mysx OblI B 3aMemnaTenbcTse. OH
HE 3HAJl YbIO CTOPOHY IPHHATH: IPUCIYLNIATbCS K Marepu MM KO MHE. OTO O4YEHb
CJIIOKHBIM mepuojl Obul... OTO OoJiblle OTHOCHUTCS K HAalleMy MEHTAJIUTETy: He
NPUHUMAIOT Y30eKCKHE CeMbH 00JIbHOTO pedEHKa. «Kak Tak BBIILIO: Y MEHS 37J0POBBIH
CBIH M Y MOETO 3JI0pPOBOTO ChbIHAa OOJIbHOM peOEHOK poamica?y». Takas mpobiema y Hac
BO3HHMKJIa U CBEKPOBb CKa3ajla MHE, YTOObI 5 MOMeHsu1a pebéHka... Sl mo poaromam
€3/1MJ1a, CMOTpEJa OTKa3HBIX JeBoYeK. 1o BHIy OHA J0/DKHA Oblia ObITH MOXOXEH [Ha
Hac]. UeTsipe Mecsina s uckana pedeHka... UecTHO ckaxy, s B IIOKE OblIa U HUYETO HE
cooOpaxania. Sl He oOco3HaBana TSAKECTb IMOTEPU COOCTBEHHOro peOEHKA M Kak s
BOCIIPHMY 4YKOIo peO€HKa. .. YTOOBI COXPAHUTh CEMBIO, 51 111J1a Ha IOBOJY Y CBEKPOBH. . .
Hamnmu peGénka, odopmmiu Bcé ropuanuecku. [lorom mpuBesnu apyroro peOEHKa
JIOMOH M B 3TOT MOMEHT Sl OCO3HAJIa, YTO 51 HEe MOTy 0e3 cBoero pedéHka. S e€ rpynbro
KOpPMMJIA, YEThIPE MecsALla yXaKuBaja 3a Hel U BJIpYr IOMEHATh. Sl muiakana u niakania.
U myx mnakan. Mel oOHuMeMces U iadyeM... [Totom g kK MyxXy mojionuia U ckazaia o
cBoEéM pemieHnM: «Ecau HE XOTUTE, MBI MOKEM paccTarbes». Myxk Moaaepkan MeHs,

ckazain: «Kaxk Tbl pemumib, Tak U 0yaer». U g nmoexasna 3a cBOUM peOEHKOM.

% EuncTBenHas Mos mpoGieMa - 6y ymiee storo pedénka. Illkona, a uro 6yaeT qanpe?
C HalmmM MEHTAJMTETOM, B HaIlleM rocyaapcTBe Kak 3To BooOIe Oynet, Oyaymee e€?
MeHst 3TO OuYeHb BOJHYeT M MPEACTAaBICHUs HeET... BOT Mbl [pomurenu peredl ¢
WHBAJIUHOCTBIO] MBITAEMCSI KaKUM-TO CIICHHATBHOCTAM HX 00ydarh, oOpaiiaemcsi B

WHCTAHIIMY, HO HET JKeJIaHHs Y JIF0JIeH [y YHHOBHHUKOB MOJJICPIKaTh Hac).
%" Onu He KoHKYpeHTOCTIOCOOHBIE. B TEX yCI0BHAX Ha PBIHKE TPyAa KTO HX OyIeT OpaTh?

68 IocroitHoe TpymoycTpoiicTBO Henérkas 3agada B Y306eKHMCTaHe HeE TONBKO s
unBanuaoB! Hasepuska Brl 3Haete 3akoH PecnyOnuku Y36ekucran "O couuanbHOM
3alIUIIEHHOCTH MHBAIUAOB" (ceiiuac TOTOBUTCS HOBBIM 3aKOHOMPOEKT). Tam ykazaHo,

YTO B 3aBUCUMOCTH OT KOJIMYECTBA pa60q1/1x MECT pa60T0)IaTeJ'II/I AOJIKHBI CO31aTh KBOTY
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pabouux MecT Al JHIl C OTPAaHWYCHHBIMH BO3MOXXHOCTAMU M MHcnekuus npu
MunucTepcTBe TpyJa J0HKHA KOHTPOJIMPOBATH HAJTMYME 3TUX KBOTHPYEMBIX pabOdYHMX

MCCT AJId UHBAJIMAO0B. HapymeHI/Ie 9TOTI0 Tpe6OBaHI/I5[ KapacTcCsa TEM XKE 3aKOHOM!

% B sroif mKone ecTh NpemojaBaTeNb, OH CO3Jal CTYAMIO U3 ydeHHKOB. OHH
BEJIMKOJICTIHO TAHIYIOT. Tak BOT, eMy HE MOIJM HAWTH EAWHHIY, KOTOpas Obl
orpasjpiBaia ero pabory B mkoie. [loHnMaere, ero HUKaK Helb3sl ObLIO Ha3BaTh, XOTSI
Jydllle ero He ObUIO: OH 3aKOHYMJI LUPKOBOE YYMJIMIIE, YTO TOXKE OOJBIINX TPYIOB
cromy1o. XOTs CyIECTBYET KBOTA M y HEr0 BTOPasi IPyIiia HHBAIUIHOCTHU, €r0 OCTABUIIN
C IPEBEIMKOM TPYIOM B IIKOJE. Y Hac 3aKOHOJarenbHas 0a3a oveHb Takas... Ecim
paHblIe KakK-TO YIaBajloCh [JIIOAsSM] C TMEpBOM M BTOPOH TPYNIONH WHBAIUIHOCTH
pabotarts, To koraa BTOK nepenuia B Begenue MUHHUCTEPCTBA (PUHAHCOB, MM TIEPECTAIIH

paszpemiaTth paboTaTh.

0 B OCHOBHOM, KOHCYHO, HAlllK ACTU KUBYT B MaJI000€CIICUCHHBIX CEMbIX. OKPY)KGHI/IC
TOXKEC HaKJIaabIBaCT CBOM OTIEYATOK HA UX MMO3HABATCJIbHYIO ACATCIIbHOCTD, HA UX O6HICC

buznueckoe pa3BuTHe.

" Torom, ananusupys ceMeiHOE TIOJNOKEHHME STUX JeTeil, yalle Becero u3 12 yueHUKOoB
JBOE MOryT ObITb M3 0Oojee wWiM MeHee oOecrieyeHHOW ceMbu. OcTajlbHbIE
Manoo0ecIeueHHbIe, 1100 U3 HEIMOJHON ceMbH, TH00 OTHaNEHHbIE OT [IUBUIIN30BAHHOT'O

pa1710Ha. OTO TOXKE CKa3bIBACTCS.

2V Hac He Bce POJAMTENH TaKhe, KOTOPBIE MOTYT [4TO-TO] JaTh cBoeMy pebEHKY...,
KOTOPBIE W30 JIHS B JIEHb pab0TaroT, pabOTAIOT JIJIs1 3TOTO. DTO TAKOW KOJIOCCATBHBIN TPY/I.
N Takux poauTteneil oueHb Mano. Bo MHOTMX crenuanu3upoBaHHbBIX IIKOJAX Kak pas
Takue JETKH, Y KOTOPBIX poauTenu [O0e3neiicTByroT]. He ckaxy, 4To OT HEXeTmaHUS;
OoJbIlle OT HE 3HAHUS, OT AedunrTa HHPOPMAIHH, OT TOTO, YTO OHHU HE MOTYT YTO-TO
MPOYUTATh. Y POBEHb 0OPA30BAaHHOCTH HE MO3BOJSET UM HAUTH MOJIE3HYI0 HHPOPMAIIHIO
Y HavaTh BKJIa/bIBaTh B peOEHKA. OHU mpocTo aymaroT: «OH He TakoW, OH He Hay4UUTCs
HUKOI'Jla YuTaTh, nucatb». OHU pa3 MonpoOyIT — y HUX HE MOJYy4YHJIOCH, JBA... OHU

OIMYCKAarT PYKH U OTHAIOT JIeTel B HWHTCPHATHI.

3 MbI 10 HacnenCTBY TOJNyYaeM 3Ty MpobiaeMy, HOTOMY 4TO OBIIECTBO MJIM CHCTEMA
JIETSIM, KOTOpbIE U3 HE3aAIMIIEHHBIX CEMEH, MIaHCOB MpakThuuecku He Aaét. [louemy?

IToToMy 4TO OHM POXKAAOTCS B ONPEAECIEHHON CEMBE, Y 3TOM CEMBH YK€ €CTh UCTOPHS,
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UCTOPHUSA YK€ TUI0Xask U3HAYaJIbHO. Y HHUX ClIa0ble COIMalIbHbIC MO3HIINH, Y HUX calble
3apabOoTKH, TJIOXUE MPUBBIYKHU. JIeTH U1 HUX — 3TO MOOOYHBIN MPOIYKT UX CEKCYaTbHOM
NesTenbHOCTH. Eciu Obl 3TO MOKHO OBLIO KaK-TO OCTAHOBUTb, OHU OBl HE pOXKallu JeTel.
Ho oHu poxgaroTcs 1 ¢ HUIMM HaJl0 YTO-TO jAenark. [103ToMy OHM NPUCTIOCOOMIIUCH. ..

MHorue u3 3TUX pOAUTENEH caMu 0TCI0/1a, X 0a0yIlIKKU OTCIOAA. ..

74 -nono6ue, CHIBHO MOXOKEE HA TIOPEMY.

& Onu He BHUIAT 31€Ch CEMbU, OHU HEC BUIAT CEMEHMHBIX OTHOHIeHPIfI, OHH HE€ BUJAT TOI'O,

4TO HEOOXOAUMO IJISI UX JAdbHEHIIEH )KU3HH.

6 Cembs Ooneer 3a Hero. OHM noAACPKUBAKOT €0 KMCHHO B SMOIIMOHAJIbHOM IIJIaHE:

«TsI HE Xyxe apyrux. Tel paBHBIN CpeI HAC BCEX».

" Mue Mama Most pojiHas roopuiia: «51 He X0y, 4ToObI Thl ObLIa, KAK HALIA COCEIKAY. ..
VY Hac cocenka Oblia, OHa HOXKKY BOJIOKJIA, pyuKy He crubana. OHa Tak U cOCTapuiach,
BOCIMTHIBAsl CHayaja OpaTHILEK, IOTOM JeTeil OpaTuilek, OTOM BHYKOB OpaTHILEK U

TaK U yMepia.

78 Ceituac crankuBasce ¢ 6ojee B3pOCJIbIMU JIIOABMU - 20, 25, 30 JieT - BUAUIIB, 4YTO OHU
NEHCTBUTENBHO TaKUe, KaK ONMUCHIBAIOT B KHUTE: MAJIOTIOJIBUKHbBIE, C TUTIOTOHYCOM, SI3BIK
BBICOBBIBACTCSI, HE MOTYT KOHTPOJIMPOBATH BBIICJICHUE CIIOHBI... TJia3a, PyKH. DTOT
nepuoJi [paHHEro BMeNIaTeNbCcTBa] YIylieH. DTO 3amylleHHble AeTH. PomuTenu He

3aII0KUITU OyayIiee i CBoero pedeHka.

" HyXHO KaXIOMYy POIMTENIO, KOTJa JMAarHo3 OMPENENsioT PeOSHKY, KPbUIbS AaTh
[mogepxaTh ¥ BIOXHOBHTH|. [Icuxonornueckas moepkka poauTesiei oueHb BaXHa. . .
He BaxHo kakoil y peO€HKaA TUarHo3, ¢ HUIM HY)KHO 3aHUMAaThCs. Y 3aHUMaThCA HY>KHO

Cpa3y, KaK TOJIbKO OH POAHJICA WJIM KAK TOJIBKO OIIPEACIINIIN AUATrHO3.
80 Ponurtenbckas akTHBHOCTD JTOJDKHA 6LITB, a 9TO CPpOJAHU T’ pa)KHaHCKOﬁ AKTUBHOCTH.

81 Eciu 15 et Hasaz kK HaM NPUXOIMIIH CEMbH, YTOObI PEOEHOK MOT OOLIATHCS, YTOOBI
peOEHOK MOT MONTH B IIKONY, YTOOBI PEOEHOK YTO-TO HAYYHJICS JeNaTh, TO TENEph

3BOHKH: ‘BBl ueM Mokete moMoun?”, “Brl nensrn gaére?”.
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82 Ponurenn 0coGeHHBIX eTeil NOMKHBI B JBA pa3a GOMbIIE IIATHTh, TOTOMY YTO UX
pebEHOK «0cOOCHHBIN. T.€. naxe Te BO3MOKHOCTH, KOTOPHIEC €CTh, HAIICJICHBI HAa OM3HEC.
[TateaecsaT Toicsd [cymoB] 3a 40 MUHYT pabOTHI ¢ peOEHKOM [I1aBaHKE ], MHE Ka)KETCS,

9TO HEPEAJIBHO A0POro.

8B cpennem, 11eHa 32 01HO 3aHATHE [¢ TOrONEnOM] OT IIATH 10 AecaTu goitapos [CIIIA].
S moHmMaro, eciu 3To 3BYKOIIOCTAHOBKA, HO ATH JCTH JOKHBI T0JIaMU XOJUTh. .. YTOOBI
UX [peub| BBIPOBHSATH, rOJaMU HYKHO 3aHUMAaThCs. M mmatuth rogamu no 10 momnapos

3a OJHO 3aHATHE OYCHb JOPOIO.

8 Henasno xenmuna oqna Koncturyiuio BiepBbie B r1asa yBuzena: «Oif, Kakas KHUTa
xopomasi. Jlaiite MHe e€ mouuTarh». B uTOre oHa mo0miack CBOEro Ha OCHOBE
Konctutynun. OHna mnpocto roBopuia: «Moi peG&Hok rpaxaaHuH? ['pakgaHuH...

3HAYNT, y HETO €CTh BOT TAKHE TIPaBa».
8 Jlaxe pasroBopa He ObLIO, JaKe HE MBITATICH OOMATHCS ¢ PEOEHKOM.

8 Mp1 oueHB CHITBHO yBakaeM 3TOTO 4eI0BeKa, uTo Oe3 BOIPOCOB AaéM HalpaBlIeHue, a

Jasbliie JeHCTBYTe camMu [0oJIblie He mojlaraiTech Ha Hac).

87 OHu SBISAIOTCS 3aKOHHBIMHU npeacTaBUTCIAAMU CBOCTO pe6éHKa U IO 3aKOHY OHH
MNPUHHUMAIOT PCUHICHUA. .. Onu He JOJIDKHBI OCTaHaBJIMBATbCA Ha TOM 3aKIHYCHHUH

komuccuu. OHH JOJDKHBI UATHU JAJIBIIIC.

88 Takue metu ToXKeE MOT'YyT pa3BUBATbHCA, MOTYT OBITh TOYHO TAKUMH K€ OOBIYHBIMH

ACTbMHU, TAKIKEC YUUTCA.

89 Pe6énok momyuaeT MEHCHIO MO WHBAIMAHOCTH, HO, YECTHO TOBOPS, €8 HH Ha UTO HE
XBaTaeT. JTO JIEKapCTBa, pa3BUTUE peOEHKA: JIOTroMebl, KOHCYIbTAllUU Bpade... BCE

JI0pOro.

% Ecnm 6B rocyaapcTBO 0Ka3ano KaKyk-TO MOMOIIb... CKONBKO JEHEr OHO TPaTUT Ha
TaKue [3aKpbITOoro Tuna) 3aBeeHus. Eciu Obl 9TH JI€HBIM «packuaThy» Ha CEMbH, OBLIO
061 nmyume. Ecnu Obl OHO [rocymapcTBO] MOMOTrano poauTeNsM, st Obl B )KU3HU €ro He

caana Tyja.
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%1 4 ckazana: “Bbl BUAMTE KaKoi y MeHs peOEHOK, HO HHM pa3y He MOJOLLIM U He
IPEUIOKIINA TIoMOIb». OHU MpHOESKany, MPUHECTH MHE TPOIYKTHI. S ckazana: «MHe
IPOAYKTBI HE HYKHbI. MHE Hy»KHa MaTepuaJibHasi IOMOILb, YTOOBI 5 MOTJIa JICUUTh €rO.
Ecin s HaunHa0 Kype, y MEH MUJUIMOH yxonuT. [IpenapaTsl oueHns noporue. Bol MHE B

smom nomorutre». Hemuoro momornu u Bcé. Ilociie 3Toro HUKaKoil ITOMOIIUA HET.

%2 Mp! mucamu COBMECTHBIA NpoeKT ¢ Espomeiickumu mapTHépamu U3 Benrpum o
IIPOCBEUICHUM POJUTENEH, NMPOBENECHUU I HUX CEMHMHAPOB, IIE€ Mbl JaéM BCIO 3Ty
uHpopmanuto. Hammm naptaépom Oblia Benrepckas nepkoBHas opranuszanus. Bor sto

CJIOBO ((I_IepKOBHaSI» nomMceuiajia HaM p€ajin30BaTh 3TOT MIPOCKT.

%3 JTH HEeHTPHI YHUKANBHEI TEM, YTO TaM He Hy)KHO 0c00bIX mporpamm. Jletu o6ydarorcs
TBOPYECTBY, 3HAKOMSATCS JPYT € IpYroM, Apyxat. LleHTpbl Xopolo crnocoOCTByeT [ux
3 5

HHTCTpalu.

% Mp1 pa6oraem ¢ aumu [HHO] He Topko B TaIkeHTe, HO U B OTJANEHHBIX paiOHaX. ..
Ectb MHOro Manenskux HHO, koTOpbI€ MOMOTratoT UMEHHO B TEPPUTOPUATIBHBIX OKPYTaX.

Me1 IIOHHMMAaEM, 4TO OoumbIIas noaacpiKKa T€M CEMbAM HHU OT HAC, a OT HUX.

% B organéHHbIX paifoHaX OHM [MHKITIO3MBHBIE IIKOJIBI| HEOOXOMMMBI, TOTOMY UTO HE
BCE POJUTEIN OTTY/a XOTAT OCTaBUTh CBOUX JETEH B CICIHAIM3UPOBAHHBIX IIKOJIAX
[KOTOpBIE B OCHOBHOM HaxOMSTCs B ropoaax|. OHU XOTST, 4TOOBI peOEHOK OBLIT C HUMH.
B sTom crydae peOGEHKY OyaeT Jiydilie UATH B TEPPUTOPHATBLHYIO KOy, HO 3Ta IIKOJIA

JOJIKHa OBITh TOTOBA K HHKJIIIO3UBHOMY O6pa3OBaHI/II-0.

% Eciu peGEHOK MOXKET, HCXOId M3 CBOMX MOTPEOHOCTEHH, TTOTydaTh obIee 00pa3oBaHue,

MBI TIpeJIIaraeM TakoMy peOEHKa rmepeiTH B 00111e00pa30BaTeIbHYIO MIKOTY.

" TocynapcTBo oueHb 3a60TUTCA 0 Hamux AeTax. O6en GecrnaTHbii. KoMmiekT 6enbs
U OJICK]Ibl MBI TIOJTy4aeM KaXablil To/1: 00yBb, KypTKH, IIANKH, Bapexku. Kaxasiit rox!
Celiuac HEMHOKKO B 3TOM IIJIaHE COKPATUJIOCh, HO BCE ATH T'O/IbI MBI BCE PaBHO MOJIy4acM
[momorp]. YyeOHuku OecriaTHO, HUKAKOW apeHIbpl y Hac HeT. KaHiroBapamu

CHa0XaIT MHOTO IIKOJI HAIIeTO paiioHa.

% U xoraa s TONBbKO PoaMIa M MYy cooOmun... CooOIMIM, KOHEUHO, B KECTKOM
¢dopme 0 TOM, 4TO ITOT peOEHOK POIUIICSA HE3TOPOBBIM, TAKOM-TO JMATHO3 U «JIydlle Obl

Bbl octaBuim 3TOT0 peObEHKAN.
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% Jaxe ecnu OH IPOKUBET BCETO IEHb, 1 3a0€py ero T0MOil.

10 "egeTHk; OCMOTpeINH €ro U cKa3auu, uTo y Hero cunapoM JlayHa. S BocpuHSIa 3T0
OUYEHb TSHKEJIO0, ITO OBUIO KaK CTPAILIHBINA COH, 51 UyTh CO3HAHUE HE MoTepsiaa. MHe Bpauu

CKa3aJiu, 4TO OH 6y,Z[CT KaK paCTCHHEC U s MOI'Y €TI0 OCTaBUTh.

101 Op, MEXK]ly IPOYHUM, OUYEHb XOPOLIO KOMIIBIOTEP 3HAET, XOTS FOBOPHUJIM, YTO OH HE
Oyner ero 3Hatb. OH MHE IMOMOTAET HANTH MAIKH, TOTOMY YTO YaCTO CHUIUT C IMaroiu 3a

KOMITBIOTEPOM.
102 i p3si71a GymMakKy ¢ pydKOi, HO HE CMOIJIA MOMKCATh. .. HE CMOTJIA.

103 Bg1 3HaeTe, HaBepHOE, MHE MOBE3JI0 OOJBIIE, YeM OCTANBLHEIM. Uepes 1Be Helenu s
IpHIILTa J0MOU. Y MeHsI ObLI HHTEPHET, 51 3HAJIA A3bIKU ¥ sl HAYasia HCKaTh HH(POPMAIIHIO.
Nupopmanuio, Kak MOIOKHUTENbHYIO, TaK M OTPULATENbHYIO... OTpHUIaTenbHas
uH(bopManys OblIa U3 CTAPBIX SHIMKIONENHH, UTo OHH [AeTH ¢ cuHapoMoM JlayHa]
CIIOKHBIE U Oe3Hanéxkuble. OYEeHb MHOTO IOJIOKHATENIBHOTO OBLIO, S 3HANA A3BIKA U
HepeBOILI/IJIa MHOTIO. H II0HsJIa, YTO B HpHHHHHe MO>XKHO HOpMaJILHO KHUTh, KOHCYHO,

MMpeoa0JICB KAKUC-TO TPYAHOCTH.

102 M1 06yuaem feTeit Ha cBOEM ypOBHE, a TO, Y4TO BbIIIE, HAPUMED, TOCTYTLICHHE B
IIKOJIY, 3a 3TO MBI YK€ HE HECEM OTBETCTBECHHOCTH U MBI HE MOXKEM HaIpaBUTH p€6éHKa
[B oO0meoOpa3oBaTenbHyI0 INKOJAY| M HAlle CJIOBO HE CaMO€ OKOHYaTelIbHOE,
noHumaere... Jlaxke ecnu s 1aM 3aKiIOueHue, YTo peOEHOK MOXKET MOCEaTh OObIUYHYIO

IIKOJIY, HC BCCTAa MOE MHEHHE O,I[O6p}IT MCIHUIMHCKHUC CIICITUAJINCTHI.

105 Hanpumep, yxo 3a6071e710 HIIH 4TO-TO ellle, IPHBOANTE PeOSHKA K Bpady | ONATh-TaKH

BCE€ CIUCHIBAIOT Ha CUHAPOM JlayHa: «Y 3TUX JeTell Bcerna ¢ yiaMu mpoodyiemar. ...

106 BriBaroT OueHs CHITBHEIE 1e6aThl Y HAC, HO B KOHIIE KOHIIOB OHH COTNIANIAIOTCS C HAMH,
YTO HE 3aBUCHMO OT JMarHo3a peOEHKa, OH [MarHo3] He JOJKEH ObIThb OCHOBHBIM
KOMITOHEHTOM, KOT/Ia MPHHHUMAETCs pelIeHue KacaTeabHO oOpa3oBaHus peOEHKa. Mbl
MOeM B3ATh 1Boux aeret ¢ JAUII nwim nBomx neredt ¢ cuHapomoM JlayHa, HO y HHMX
MOTYyT OBITh pa3Hble 00pa3zoBaTelibHbIe MOTPEOHOCTH. I MeTMKH TOXKe TOJIKHBI BUAETD
3TO0. BBIBaeT, uTO NMpUHHMMAETCs pelleHHe peOEHKa JeUuTh, JICUNTh, JIeunTh. Ho MbI
00BsSICHIEM MEJHMKaM, 4TO JIEYeHHEM Mbl He yOepéM OCHOBHOM JMarHo3, OH OCTAHETCH.

Jla, OpIBarOT MOMEHTHI, KOT/1a COCTOSTHUE MEHSIETCSI, HO €CJT PeOEHOK MHBAJIU]I C IETCTBA,
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BO MHOTHX CITy4asix OH OCTAHETCS UM JI0 KOHLIA *ku3HU. Ho Haila 3a1aya moMoub 3ToMy
pPEOEHKY KUTh TAKOH )KU3HBIO, KaK y BCEX, T.€. YTOOBI OH MOJTYYHII TAKOE XKe 00pa3oBaHueE,

KUJII B COMUYME, UMEJI CBOIO pa60Ty, CBOH J0M, CBOKO CEMbIO, CBOE MHEHUE.

07 Ectp dyHKIMOHANBHAS KIIACCH(pUKAIS OONIe3HEH, r/ie 60IIbIIe BHUMAHUS 00paaoT
Ha CONMAILHYI) MOJIENbh [MHBAIMTHOCTH| HEXEIW Ha MEIUIIMHCKYI0 Mojaenb. [lpu
BKIIIOUCHUU JIETCH B MHKIIFO3UBHOE 00pa30BaHKE Mbl CMOTPHUM HE CTOJBKO Ha JIUArHO3,
CKOJIKO Ha MX MOTCHIIMATBHBIC BO3MOYKHOCTH... MBI B Hadajie cTapacMcs ONPEICIHTh
UX CHUJIbHBIC CTOPOHBI, @ TIOTOM cja0bie CTOPOHBL. M ¢ y4éTOM HMX MOTEHIIMATbHBIX
BO3MOXKHOCTEH M CJIA0BIX CTOPOH MBI pa3padaThiBaeM WHIANBUAYAIBHYIO MPOrPaMMY.
DTO OYeHb BAXKHBIA MOAXOA. 1€ METUKH, KOTOPHIX MBI OOYYMIIM, MCHSIIOT CBOE

OTHOIIICHHUE. OHU YK€ HE CTOJIBKO BHUMAaHMUS o6pama}0T Ha AUar"o3s.
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Appendices

Appendix A: Information letter

Dear Prospective Participant,

My name is Galina Nam and | am a PhD candidate at the Faculty of Education,
University of Waikato (New Zealand). | am conducting research as a requirement
for my Doctoral Degree. The title of my research is “Policies for inclusive
education for children and young people with disabilities in Uzbekistan:
Relationships amongst schools, parents and children, disability-related
organisations, and the government”. The research has been given ethical approval
by the Faculty of Education Human Research Ethics Committee.

| am interested in how different groups with interest in and involvement with
children and young people with disabilities understand the term ‘inclusive
education’. | am also interested in exploring their perception how they see critical
issues in introducing inclusive practices in Uzbekistan. To do this | propose to
undertake a series of interviews that will be focused on experiences and
perceptions of disability-related organisations, parents of children with
disabilities, children, teachers working with students with disabilities, and
government officials; and how their experiences inform the better provision of
inclusive education.

All interview conditions are stated in the consent form.

If you need further information, or have questions, please contact me at
namgalina@yahoo.com or gnl5@students.waikato.ac.nz.

You may also contact my Supervisors: Professor Roger Moltzen at
rim@waikato.ac.nz, Professor Martin Thrupp at thrupp@waikato.ac.nz, and
Doctor Carol Hamilton at hamiltca@waikato.ac.nz.

Yours sincerely,
Galina Nam

PhD Candidate
Faculty of Education
University of Waikato
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Appendix B: Consent for participation in a research interview

Institution: Faculty of Education, University of Waikato.

Research project title: Policies for inclusive education for children and young
people with disabilities in Uzbekistan: Relationships amongst schools, parents
and children, disability-related organisations, and the government.
Researcher: Galina Nam.

Thank you for agreeing to be interviewed as a part of the above research project.
Ethical procedures for academic research undertaken from New Zealand tertiary
institutions require that interviewees explicitly agree to be interviewed and
understand how the information contained in their interview will be used.
Therefore, 1 am asking you to read the following information to certify that you
agree with these:

» The interview will be recorded and transcribed.

* You will be sent the interview transcript to review, and remove or amend any
parts/material;

« If you decide to withdraw from the study, you will advise me of your
intention no later than three weeks after receiving transcripts.

 The transcript of the interview will be analyzed and translated by me (Galina
Nam) as the researcher.

» Access to the interview transcripts will be limited to myself and my
Supervisory Panel.

* Any interview summary and/or direct quotations from the interview will be
anonymised so that you cannot be identified.

* All necessary measures will be taken to protect your identities and keep the
information your will provide confidential.

» The audio recordings will be kept for five years and then destroyed.

Quotation Agreement:

» T agree to be quoted directly if my real name is not disclosed and a pseudonym
IS used,

+ [ agree that the researcher may publish quotations from me.

By signing this consent form | agree that:

1. I am voluntarily taking part in this interview;

2. 1 understand that I can stop the interview or withdraw from it at any time;

3. The transcribed interview or extracts from it may be used as described above;
4. 1 will be provided with a copy of the transcript of my interview to make edits;
5. I understand that | am free to contact the researcher with any questions.
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Printed Participant’s Name
Participant’s Signature
Participant’s e-mail
Date:

Contact Information

If you have any further questions or concerns about this study, please contact:
Researcher: Galina Nam

Full address: 4/41 Cameron Rd, Hamilton East, Hamilton, 3216 New Zealand
Tel: +64226261534

E-mail: namgalina@yahoo.com, gn15@students.waikato.ac.nz
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Appendix C: Parental consent for participation in a research interview

Institution: Faculty of Education, University of Waikato.

Research project title: Policies for inclusive education for children and young
people with disabilities in Uzbekistan: Relationships amongst schools, parents
and children, disability-related organisations, and the government.
Researcher: Galina Nam.

Your child has been invited to join the research study. Ethical procedures for
academic research undertaken from New Zealand tertiary institutions require that
interviewees explicitly agree to be interviewed and understand how the
information contained in their interview will be used. Therefore, | am asking you
to take whatever time you need to discuss the study with your family and friends,
or anyone else you wish to. The decision to let you child join, or not to join, is up
to you. Before you make a decision, please, read the following information
carefully:

* The interview will be recorded and transcribed.

* Your child will be sent the interview transcript to review, and remove or
amend any parts/material;

* If your child decides to withdraw from the study, he/she will advise me of
his/her intention no later than three weeks after receiving transcripts.

 The transcript of the interview will be analyzed and translated by me (Galina
Nam) as the researcher.

» Access to the interview transcripts will be limited to myself and my
Supervisory Panel.

* Any interview summary and/or direct quotations from the interview will be
anonymised so that your child cannot be identified.

 All necessary measures will be taken to protect your child’s identities and keep
the information he/she will provide confidential.

» The audio recordings will be kept for five years and then destroyed.

Quotation Agreement:

» T agree my child to be quoted directly if his/her real name is not disclosed and
a pseudonym is used;

[ agree that the researcher may publish quotations from my child.

By signing this consent form | agree that:

1. My child is voluntarily taking part in this interview;

2. I understand that my child can stop the interview or withdraw from it at any
time;

3. The transcribed interview or extracts from it may be used as described above;
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4. My child will be provided with a copy of the transcript of his/her interview to
make edits;

5. I understand that I am and/or my child is free to contact the researcher with any
questions.

Printed Parent’s Name
Parent’s Signature
Parent’s e-mail
Date:

Contact Information

If you have any further questions or concerns about this study, please contact:
Researcher: Galina Nam

Full address: 4/41 Cameron Rd, Hamilton East, Hamilton, 3216 New Zealand
Tel: +64226261534

E-mail: namgalina@yahoo.com, gn15@students.waikato.ac.nz
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Appendix D: Online questionnaire

Inclusive Education for Children & Young People with
Disabilities in Uzbekistan

Dear Representative of the Disability-Related Organization,

My name is Galina Nam, | am a PhD candidate at the Faculty of Education, University of Waikato, New
Zealand. | am conducting research as a requirement of my Doctoral Degree. As a researcher | am
interested in exploring stakeholders’ perceptions of the critical issues in introducing educational policies
and practices for children and young people with disabilities in Uzbekistan.

Even if your organization is not directly involved in education of children and young people with
disabilities, your completing this questionnaire would be still invaluable for this research.

The questionnaire should take about 20 minutes to complete. All information that you provide will be
anonymous. The results of this study will be analysed and used only for scholarly purposes (e.g.,
conference presentations and publication in scholarly journals).

Completing and returning the questionnaire constitutes your consent to participate.
If you have any questions regarding the research, please contact me at gn15@students waikato ac.nz.

You may also contact my Supervisors: Prof. Roger Moltzen (im@waikato.ac.nz), Prof. Martin Thrupp
(thrupp@waikato.ac.nz) or Dr. Carol Hamilton (hamiltca@waikato.ac.nz).

Thank you for your time and consideration.

Sincerely,
Galina Nam

*Please note the term 'DISABILITY" in this questicnnaire is not limited to certain types of disabilities. It
covers ALL EXISTING TYPES of DISABILITIES.

1. How big is your organization?
Mark only one oval.

Less than 10 employees
From 10 to 50 employees
From 50 to 100 employees

More than 100 employees

2. What disability field is your organization involved in?
Mark only one oval.

Education

Disability rights
Rehabilitation services
Social adaptation

Inclusion & Equality Trainings

Other:
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3. How long has your organization been involved in that field?
Mark only one oval.

Less than 1 year
From 1to 5 years
From 5to 10 years

More than 10 years

4. What is your position within the organization?
Mark only one oval.

High level position
Medium level position

Entry level position

Other:

Please give your opinion for the following question:

5. How do you define the term “Inclusive education™?

Please rate the following on a scale of 1 to 5:

1 — NO conditions are met.

2 — VERY FEW conditions are met.
3 — SOME conditions are met.

4 — MANY conditions are met.

5 - MOST/ALL conditions are met.

6. The current educational conditions for children and young people with disabilities in
Uzbekistan.

Mark only one oval.

7. Support for children and young people with disabilities studying at general schools, NOT at
segregated institutions (relevant programmes and services).
Mark only one oval.
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For each of the following please indicate how strongly you agree based on a scale of 1 to 5: 1- Strongly
disagree, 2- Disagree, 3- No opinion, 4- Agree, 5- Strongly agree.

8. Inclusive education:
Mark only one oval per row.

1 2 3 4 5

Develops academic skills of

children and young people with QC)C)C)D
disabilities.
Develops their social skills of

children and young people with OOOOO

disabilities.

Develops an individual's strengths
and talents. QC)DQC)
Encourages the involvement of

parents in education of their C)DDC)D

children.

Fosters a culture of respect and
belonging. ODOOD
Provides all children with

opportunities to develop QOOOO

friendships with one another.
Allows children without disabilities

to become more tolerant and DDOOO

accepting.

9. When inclusive education is introduced in a regular classroom:
Mark only one oval per row.

1 2 3 4 5

It is often focused on the

socialization part of education C)DDC)D

rather than on the academic part.
Children and young people with

disabilities do not receive ODDOD

individual approach.
Children and young people with

disabilities may have low self- DC)DDD

esteem.
Children and young people with

disabilities do not feel safe OO

enough.
Some children and young people

with disabilities can disruptthe  (C_ DJC D)C OC OC D)

learning environment.
Children without disabilities lag

behind in their study because of
children with disabilities in their DDDDD
classes.

\',I'V%E;Ehers have to take on extra ODDOD
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10. Problems hindering the implementation of inclusive education:
Mark only one oval per row.

1 2 3 4 5

A lack of legislative clarity. DDDDD
A lack of data related to disabilty. ( )C YC H)C ()
A shortage of qualified staff. QC)C)DD
A lack of infrastructure. COC X OC XD
A shortage of financial resources. () )YC C ()

The society does not think that

children and young people with QDQOQ

disabilities need to be educated.
There is a Socialist legacy that

rejected the existence of people ODOOD

with disabilities in the country.

Other COCHOCOHC O D

If you selected "Other”, please list up to the 3 most critical problems.

11. Government support:
Mark only one oval per row.

1 2 3 4 5

The government is doing all that is

needed for the development of DQD@O

inclusive education.
Our organization receives

sufficient support from the

government to promote activities OOOOO
related to disability issues.

Our organization is consulted

and/or involved in different

activities related to disability ODDOD
issues in general.

Our organization is consulted

and/or involved in different
activities related to education for C)C)DC)D
children with disabilities.

Other COCOHCOHCHCH

If you selected "Other”, please list up to 3 kinds of the most sufficient support.
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12. Possible problems experienced by your organization:
Mark only one oval per row.

1 2 3 4 5
Limited legitimacy (e.g. problems
related to official registration). DQDDQ
Lack of funding OO0
Networking difficulties. COCOCOHOC O D
Communication difficulties within
the sector. DDODD
Lack of accountability and
transparency when dealing with
other governmental and non- ODDOD
governmental agencies.

Other COC O OC OO

If you selected "Other", please list up to the 3 most critical problems.

For each of the following statements please give your view on a scale of 1 to 5: 1- Strongly disagree, 2-
Disagree, 3- No opinion, 4- Agree, 5- Strongly agree.

13. How do you see inclusion within next 10 years?
Mark only one oval per row.

1 2 3 4 5
Our organization will see inclusion

as an important goal of our work |n©©©®©

Uzbekistan.
Policy and practice in Uzbekistan

will affirm the shift to an inclusive DDDDD

education framework.
Teachers will include students with

disabilities in their classes as an

integral part of their teaching OQOOQ
practice.

Parents of children with disabilities

will actively support the
development of inclusive OOOOO
education.

For each of the following questions please give your opinion.
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14. What steps are needed to make the idea of the full inclusion of students with disabilities in
regular classroom settings a reality in Uzbekistan?

15. What are the main barriers to achieving the full inclusion of students with disabilities in
regular classroom settings in Uzbekistan?

16. What changes might be needed to overcome these barriers?

17. How could your organization contribute further to the development of a partnership with
other stakeholders (parents, schools, the government) to support inclusive education?

18. Additional comments:

Thank you for participation in the project!
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Appendix E: Email notifications for potential questionnaire

participants

' Galina Nam <gn15@students.waikato.ac.nz>

Mpo MHKN3MBHOEe obGpasoBaHue Y3bekuctaHa B HoBol 3enaHgun.
3 messages

YBaxaemble Konneru,

Hapeiochb, y Bac Bce xopoluo.

A nmobeaHo npowy Bac npuHATL yyacTue B KpaTkom onpoce 06 MHKMIO3MBHOM 0bpadosaHuu B YabekucTaHe. ManuHa
Ham, acnupanTka B The University of Waikato B HoBoil 3enanauun, npoBoanT uccneaosaHnA No NapTHEPCTBY MeXay
3alHTEepecoBaHHbIMU CToOpoHamMu, ocobenHo HIMO, no uxknioaeHoMy obpasoBaHuio B Y3bekucrare. Bol moxete
OTBEYaThb Ha BONMPOCHI onNpoca no cneiyluwnuM ceblfikam Ha pycCcKoM UK yQGEKCKOM A3bIKax.

Inclusive Education_Questionnaire in UZBEK

Inclusive Education_Questionnaire in RUSSIAN

Mo gononeHMTENBLHEIM BONpocam MoxeTe obpawaTcea ManvHe no ee an. noyte: gn15@students.waikato.ac.nz
Cnacubo 3a paHee!

C yBaxeHuemM,

MupxaxoH

Hurmatli hamkasblar,

Hormanglar!

Sizni O'zbekistondagi inklyuziv ta'lim bo'yicha gisqa so'rovda gatnashishingizni so'rayman. Yangi Zellandiyaning Waikato
universiteti aspiranti vatandoshimiz Galina Nam O'zbekistondagi nodavlat notijorat tashkilotlarning boshqa hamkorlar

bilan inklyuziv ta'lim bo'yicha hamkorligi hagida tadgiqot olib bormogda. So'rov savollariga quyidagi saytlar orqali rus yoki
o'zbek tillarida javob berishingiz mumkin.

Inclusive Education_Questionnaire in RUSSIAN

Inclusive Education_Questionnaire in ENGLISH

Qo'shimcha savollar bo'yicha siz Galinaga elektron pochta orgali murojaat gilishingiz mumkin.
pochta: gn15@students.waikato.ac.nz
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Oldindan raxmat!

Hurmat bilan,

Mirjaxon

Galina Nam <gn15@students waikato.ac.nz> Sun, Oct 8, 2017 at 12:11 PM
To: Mirjahon Turdiev

MupskaxoH, 34paBcTBYMTE.
MosHo Bac nonpocutb oTnpasuTe Bawmm konneram reminder?

MoxanyicTa, cnpocuTe X O BO3MOXHOCTW BCTPETUTLCH, B ClyYae ecnun y HUX Npobrnembl ¢ MHTEPHETOM U OHWM HE MOTyT
3anofIHUTb OMPOCHMK OH-MaMH.

XoTs MHe KaxKkeTcs, aTo Bonblle CTTOro, YTO MOAM HE Tak YacTo NPOBEPSIOT IMYHYIO MOYTY, @ UHCTUTYLUMOHANBHON NoYThI
Y Hac HeT.

Hy naBaiTe NOCMOTPUM elle Hedernto.
Cnacwnbo Bam 6onblice,

lanvHa

[Quoted text hidden]

Sincerely,
Galina Nam

PhD Candidate

Faculty of Education
The University of Waikato

Mirjahon Turdiev . . VWed, Oct 11, 2017 at 3:48 PM

Cc: gn15@students.waikato.ac.nz, Galina Nam <namgalina@yahoo.com>
Lobpoe yTpo konnerul
£ xoTen Bbl ele pas nonpocKTe Bac nomoyk ManuHe ¢ onpocHukamu. Ecnu Bel He cMOXETe OTNPaBnT CBOKU OTBETHI U3 3a
TEXHWYECKUX UK APYIMX NPWYKH, Bel CMOXETE faTb el CBOM OTBETHI NMYHO B TaLLKEHTE KOIfa cHa npuefeT B Hoabpe Ha
2 Mecsala.

Cnacrbo 3a coTpygHUYeCTBO!

MupskasoH
[Quoted text hidden]
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Appendix F: List of lead questions for participants

Lead questions for parents:

Family Experiences

Could you tell me about you child, his/her age, particular strengths and abilities?
What kind of disability does he/she have?

When did you find out that X had a disability?

Could you tell me about what happened next?

How did the family adjust?

What has the family had to do differently to help X grown and develop?

What do sisters and brothers think about disability?

What support did the family (yourself) receive?

What else would have been helpful?

Educational/School Experiences

1.

Going to school:

How difficult was it to find a school for X?

If there were any problems, how did you solve them?

Being in school — participation, fitting in, friendships:

How does X feel about going to school?
Who are his/her friends?

How is social interaction between X and classmates managed at the school?

Support in school:

What specialist are involved in support?
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What is working? What isn’t?

What could be done differently?

Parent-School relationships:

How is the school communicating with parents? Is this working — if not, why
not?

How are you involved in the education process of your child/ children?

Previous schooling:

Tell me, please, about previous schooling of your child (pre-school, elementary
school, etc.).

Could you describe the support systems that existed for your child in his/her
schooling? How did you find out about them and access these?

Looking back, what could have been done differently in relation to your child’s
previous education?

In what ways do you consider your child’s education significantly different from
that of a child without a disability at a regular school?

Opinions about education in the future:

What do you understand by the term ‘inclusive education’?

What do you think might be possible advantages and disadvantages of inclusive
education?

How do you see the idea of inclusive education working in the future?

In your opinion, how might inclusive education be implemented across the
country?

Can you possibly contribute to the development of a partnership with other
stakeholders to support inclusive education? If yes, how?

What needs to be changed so that every disabled child can attend school?

Is there anything else you want to add?
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Lead questions for teachers:

Tell me about what a typical day looks like in your class

How does having a disabled child/children in the class change your routine?
What kind of assistance do you have?

What kind of training/experience did you have to work with disabled children?
Why did you choose to work with them?

What do you think about the current educational conditions for children with
disabilities?

How are children with disabilities supported within the general school system
(e.g. individualized programmes, relevant infrastructure, and assistive devices)?

Could you tell me about some of the challenges you faced in supporting your
students’ education?

What was experience of students with disabilities with peer relationships?

Do you think students without disabilities benefit from being in one class with
those who have disabilities? If yes, how?

What do you need as a professional to work with children with disabilities
effectively?

How is/was your students’ education significantly different from that of students
without disabilities at a regular school?

How do you view the concept of inclusive education?

What do you think might be possible advantages and disadvantages of inclusive
education?

How do you see inclusive education in the future?

In your opinion, how could inclusive education be implemented across the
country?

Can you possibly contribute to the development of a partnership with other
stakeholders to support inclusive education? If yes, how?

Is there anything else you would like to add?
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Lead questions for logopedists/defectologists:

In your opinion, to what extent are general schools ready to accept children with
disabilities?

How are teachers of general schools supported to teach students with
disabilities?

How are children with disabilities supported within the general school system
(e.g. individualized programmes, relevant infrastructure, and assistive devices)?

To what extent the qualification of a teacher is taken into account when he/she is
hired?

Please, tell me about a professional development programme for a teacher
working with children with disabilities.

Is it effective? Is there anything what needs to be changed (the content or/ and
structure) to make it more effective? If yes, what exactly?

Could you tell me about some of the challenges you faced in training teachers
working with children with disabilities?

To what extent has the approach to teaching children with disabilities been
changed since the Soviet times?

How do you view the concept of inclusive education?

What do you think might be possible advantages and disadvantages of inclusive
education?

How do you see inclusive education in the future?

In your opinion, how could inclusive education be implemented across the
country?

Can you possibly contribute to the development of a partnership with other
stakeholders to support inclusive education? If yes, how?

Is there anything else you would like to add?
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Lead questions for government officials:

Could you tell me briefly about the scope of your work at the Ministry of Labour
and Social Protection?

What do you think about the changes that the government is currently making in
the field of disability?

Many interview participants mentioned in the interview that the social support
for people with disabilities and their families in our country remained very
underdeveloped. What could you say about this?

What are the prospects for changing social disability policies?

There was also an opinion that the implementation of many disability-related
laws and regulations in the area of social protection is not monitored. Therefore,
they are ineffective. What could you say about this?

School administration and parents of young people with disabilities, who are
leaving specialised schools soon, are concerned about their future employment.
As practice shows, employers are not willing to deal with graduates of
specialised schools. How does the Ministry support or could support these young
people with their employment?

In your opinion, what is the role of NGOs in the development of disability
inclusion in general ad inclusive education in particular?

Does (or did) the Ministry cooperate with disability-related NGOs? If yes, could
you tell me briefly about it?

How do you view the concept of inclusive education?

What do you think might be possible advantages and disadvantages of inclusive
education?

In your opinion, what are the biggest challenges we face in the implementation
process of inclusive education?

In your opinion, what is the role of the government in solving these problems?

In your opinion, how can the Ministry possibly contribute to the development of
a partnership with other stakeholders to support inclusive education?

Is there anything else you would like to add?
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