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ABSTRACT

The psychological and social well-being of young people with disabilities has been
addressed in many studies. However, little attention has been given to young people with
disabilities in low- and middle-income countries (LAMICs). Disability is over-represented in
such countries, especially in those with a legacy of war. This program of research is the first to
study psychosocial well-being of the large number of young people with visual and physical
disabilities in the variety of settings in which they are cared for Vietnam. It consists of three
studies. Study 1 used longitudinal case studies to describe the developmental context and
developmental outcomes of twelve Vietnamese children with visual and physical disabilities who
were followed from infancy to pre-adolescence. Results were interpreted with reference to a
large sample of their non-disabled peers. The results showed that both children with visual and
physical disabilities experienced extreme material deprivation, and that most participants had
smaller vocabularies, poorer physical development and lower well-being than most of their non-
disabled peers. This study provided the context for Study 2, a cross-sectional quantitative study
of the level and predictors of psychosocial well-being among Vietnamese adolescents with visual
and physical disabilities. Although adolescents with these disabilities experienced moderate
levels of well-being in several positive domains, including satisfaction with life, flourishing and
positive affect, they also experienced very high levels of symptoms of anxiety and depression.
Optimism, social support and discrimination were independent predictors of a large number of
positive and negative domains of well-being, and discriminated between clusters of adolescents
who showed different patterns of wellbeing. In the final study, in-depth interviews with a subset
of the participants in Study 2 captured their perceptions about the factors that influenced their
well-being in their own words. They identified challenges to their well-being, the types of
support they needed to overcome these challenges, and the qualitative characteristics of service
providers that influenced their well-being. Based on these responses, a model was developed to
guide the development and revision of support services. Despite its limitations, this program of
research provides some of the data necessary to make the first steps towards evidence-based
practice in the provision of support services for Vietnamese adolescents with a visual or physical

disability.

KEYWORDS: Well-being, adolescents, visual disability, physical disability, Vietnam.
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CHAPTER 1 - OVERVIEW

1.1 Background

Disability affects more than “a billion of people” around the world which is about
15% of global population (World Health Organization, 2011a, p. 29). However, there have
been evidence that the prevalence and types of disability in different age groups varies
between high-income and low-and-middle-income countries (LAMICs).

It has been estimated that LAMICs have much more people with disability than high-
income countries. Result from the World Health survey across 59 countries showed that the
disability prevalence in high-income countries is around 11% while this number is much
higher with up to 18% in low income countries (World Health Organization, 2011a). In other
survey, data varies but the pattern is similar. For example, the Global Burden of Disease
study indicated that the disability prevalence for high-income countries is 15.4%, while this
number is 16% and 16.4% for LAMICs in South East Asia and European respectively.
LAMICs in other regions such as African, Americas and Western Pacific rank around 14 -
15% (World Health Organization, 2011a, p.30). It has been noticed that LAMICs tend to
report a lower disability prevalence rate as disability data are usually collected through
“censuses or use measures focused exclusively on a narrow choice of impairments” while
high-income countries often conduct surveys recording activity limitations and participation
restriction which “report higher disability prevalence” (World Health Organization, 2011a,
p.22). Therefore, it can be referred that in reality LAMICs may have much higher disability
prevalence than number reported.

Although both high-income and LAMICs have highest disability prevalence in the
older group because of increasing age people develop disability due to chronic diseases and
sensory impairments (World Health Organization, 2004, 2011a), LAMICs have more number
of young people with disability than high-income countries (The World Bank, 2006; United
Nations, 2011). The UN estimates that over 80% (150 out of 180 million) of the worldwide
population of people with a disability aged 10-24 years live in LAMICs (United Nations,
1990a). Recently, the Global Burden of Disease study reported similar results based on
available data sources across 17 subregions of the world (World Health Organization, 2008).
Accordingly, disability prevalence for children 0-14 years of age who has moderate or severe
disability in high-income countries was 2.8%, while this number for LAMICs ranked from

over 4% to 6.4% over six regions of the world (World Health Organization, 2011a).
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Disability is concentrated in young people in LAMICs because of the consequence of
combined reasons such as non-communicable diseases, traffic accidents, natural disaster and
the legacy of war (United Nations, 2012a, 2012b). Due to the above reasons, physical and
sensory disabilities, not intellectual, are the most common types among young people in
LAMICs (Braithwaite, Carroll, Mont, & Peffley, May, 2008; Takamine, 2004; UNICEF,
2013; United Nations, 2012a). In the Asia-Pacific region, for example, 78% of people with
disabilities have a physical or a sensory disability (United Nations, 2012b). This prevalence is
even higher in some parts of Africa (World Health Organization, 2004). Disability data from
Vietnam and Ethiopia are examples for this pattern (UNICEF, 2010; Wa’el International

Business and Development Consultant, 2000).

Despite this, most disability research has been conducted in high-income countries
and focused on intellectual disability (Maulik & Darmstadt, 2007). This has led to the current
“woefully inadequate” level of knowledge about young people with disabilities in LAMICs
(Maulik & Darmstadt, 2007, p. 51). As a result, theorists, service providers and policy makers
lack the foundation for evidence-based practice for this population. Thus, this group has been
identified as a major target for research (UNICEF, 1999).

A number of specific gaps in research have been identified. In particular, attempts to
assess the well-being of people with disabilities in LAMICs are rare. Indeed, research on
many domains of well-being is rare in any population in LAMICs. For example, it was
estimated that only 6% of indexed research about mental health is carried out in those
countries (Saxena, Paraje, Sharan, Karam, & Sadana, 2006). In addition, literature relating to
young people with a disability has focused on the economic and social difficulties of families
with children with disabilities (Brinchann, 1999; Read, 2000), or on the way specific aspects
of children’s developmental context (e.g., inclusive schooling) shapes their experiences
(Davis & Watson, 2001) rather than on their wellbeing. There is also a lack of research
examining outcomes for young people with some types of disability. This includes children
and adolescents with a visual or physical disability living in low- and middle-income
countries. In addition, longitudinal data is lacking. This dissertation reports three empirical

studies designed to help to bridge those gaps.
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1.2 Research aims

The overall objective of the current programme of research was to gain insights into
the life circumstances and positive and negative domains of well-being experienced by young
people with a visual or physical disability in Vietnam, by examining these through the lenses
provided by of a variety of different research approaches: case studies, variable-focused
statistical analyses of quantitative data, person-focused statistical analyses of quantitative
data and content analysis of qualitative data. The rich description allowed by longitudinal
case studies (Study 1) provided the foundation for subsequent studies by providing insights
into the developmental context and developmental trajectories of children with visual and
physical disabilities in the years leading up to adolescence. The multi-site cross-sectional
study of Vietnamese adolescents with visual and physical disabilities (Study 2) allowed
multiple positive and negative domains of their well-being to be described, and for the factors
that contributed to these to be explored using both variable-focused and person-focused
analyses. This was complemented by a qualitative study (Study 3) that gave voice to the
lived experience of Vietnamese adolescents with visual or physical disabilities, by using their
own words to document the daily challenges to their well-being, and their perceptions about
the types of support that could improve their well-being, in their own words.

Study 1. The aim of this study was to examine the diversity in developmental
contexts, developmental trajectories and levels of well-being among children with a visual or
physical disability in Vietnam through the intensive case study of a small number of
individuals drawn from different parts of the country. The use of a longitudinal design
allowed this to be described across childhood from infancy to preadolescence. The findings
from this study provided contextual information that aided the interpretation of the results of
the subsequent two studies, which narrowed the focus to psychosocial well-being and
extended the developmental period to adolescence.

Study 2. This study aimed to document the level psychosocial well-being among
Vietnamese adolescents with visual and physical disabilities, and to examine the factors that
influence this. The possible role of these predictors as moderators of the relationship between
severity of disability and well-being outcomes was also explored. These aims were achieved
though both variable-focused and person-focused analyses of quantitative data relating to
both positive and negative domains of well-being that were collected at four research sites.

Study 3. This qualitative study used data from in-depth interviews with a sub-set of

participants from Study 2 to capture adolescents’ own perceptions about the challenges to
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their well-being, the types of support needed to maintain or restore their well-being, and the
service provider characteristics that influenced their wellbeing. This and other information
was summarized into a model to guide the development of services for this population that
are responsive to their priorities and preferences.

Taken together, the findings from the three studies provide a first step in addressing
our “woefully inadequate” understanding of well-being among the vast number of young
people with a visual or physical disability to live in LAMICs. In doing so, the program of
research identifies areas for the development of theory and provides the first foundation for
future evidence-based policies and practice to improve the well-being of young people with a

visual or physical disability in Vietnam.

1.3 Thesis structure

The thesis is organized into seven chapters (Figure 1.1).

Chapter 1, the current chapter, provides a brief overview of the topic addressed in the
research program, its aims and the organization of the thesis.

Chapter 2 provides the background to the research program by identifying gaps in
current research concerning young people with visual and physical disabilities in LAMICs. It.
In addition, this chapter identifies a suitable theoretical framework for the three studies,
Bronfenbrenner and Morris’s bio-ecological framework (Bronfenbrenner & Morris, 2006).
Overall, this chapter functions as a map of current research that points to the types of research
needed to address gaps in our understanding and the relevance of the current research program.

Chapter 3 outlines the reasoning behind the choice of research methods, and
discusses the ways in which specific characteristics of Vietnamese culture and Vietnamese
living conditions needed to be accommodated in the research.

Chapter 4 reports Study 1, the longitudinal case studies that allowed a description of
the developmental contexts, developmental trajectories and level of well-being among
Vietnamese children with a visual or physical disability.

Chapter 5 reports the main quantitative study, Study 2. This was a large-scale, multi-
site quantitative study that investigated the level of the psychosocial well-being experienced
by Vietnamese adolescents with visual and physical disabilities, and the factors that predicted this.

Chapter 6 reports Study 3. This qualitative study “gave voice” to Vietnamese

adolescents with a visual or physical disability by capturing their perceptions of their
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challenges and support needs and summarized their responses into a culturally relevant model

of support services.

Chapter 7 summarizes the major findings of the three studies. In addition, it
highlights the contribution of the program of research and implications of the findings in
terms of theory, policy and practices. Finally, the chapter acknowledges the limitations of the

research program, and makes recommendations for future research.
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CHAPTER 2 - THE PSYCHOSOCIAL WELL-BEING OF
YOUNG PEOPLE WITH DISABILITIES

This chapter presents a selective review of literature concerning (1) young people
with disabilities in LAMICs; (2) the level of well-being experienced by these young people
and predictors of this; (3) young people with disabilities in a particular middle-income
country, Vietnam. The aim of this review is to outline our current understanding of these
topics and to identify gaps in existing research. Then the theoretical framework that informed

the current program of research is described.

2.1 Well-being of young people

2.1.1 Challenges to well-being among adolescents

Adolescence is the “transition stage” between childhood and adulthood (Wyn &
Dwyer, 1999). However, there is no consensus about the age boundaries for this period. For
example, there is a marked discrepancy in the upper age boundary of adolescence as defined
by researchers in the American Academy of Child and Adolescent Psychiatry (10 to 21 years
of age) (American Academy of Child and Adolescent Psychiatry, 2008) and the World Health
Organization (10 to 18 years of age) (UNICEF, 2010). Such differences are partly due to
contextual differences in the pace of physical development, cultural customs and legal
responsibilities that affect the timing of the transition from childhood to adulthood across
locations.

In Vietnam, most of the social and legal privileges and responsibilities of adulthood,
such as the right to vote in elections, obtain a drivers’ license, entering into a marriage, and
serve in military, begin at 18 years of age. In addition, most existing empirical research
reports by international NGOs define adolescence in Vietnam as the period from 10-18 years
of age (UNICEF, 2010). For this reason, and because this research uses the WHO perspective
on disability, it also adopts the WHO definition of adolescence.

Although there is no data for global prevalence of adolescents for the age period 10-
19 according to the definition of WHO, United Nations does have statistics about adolescents
and young people. In 2012, there are 1.6 billion persons aged 12-24 worldwide, of which 721
million were adolescents aged 12-17 and 850 million were youth aged 18-24 (United Nations,
2012c).
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Children enter adolescence with a variety of personal and environmental resources. At
the same time, they encounter many challenges that make this period a “hot spot” in terms of
development. Rapid brain development and the onset of puberty are distinctive features of
human adolescence that challenge the balance between physical and psychological processes
(Spear, 2004). Psychosocial challenges include the mismatch between sexual and
psychosocial maturity (Kleinert, 2007; Patton & Viner, 2007). This mismatch has been
exacerbated by the reduction in the age of puberty that has resulted from improved nutrition
and health care, coinciding with a delay in psychosocial maturity as a result of longer
schooling and economic dependence (World Health Organization, 2005). In addition, the
pressure of assuming increasing social responsibilities, undertaking high-stakes academic
assessment, making important decisions about future education and relocation have
contributed to stress among many adolescents. In summary, adolescence is a period typically
characterized by a range of challenges related to biological, psychosocial and academic
factors, and future orientation.

If these challenges are not successfully overcome, they can result in poor well-being
for individuals during adolescence. This may be revealed through substance abuse, suicide,
accidental and intentional injuries, and psychosocial problems during this period of life
(Patton & Viner, 2007). Adolescence is a particularly vulnerable life period for the
development of such problems. While the lifetime prevalence of mental health problems is
about 25% (Wells, Bushnell, Hornblow, Joyce, & Oakley-Browne, 1989; World Health
Organization, 2001), most of these (20%) emerge during adolescence (World Health
Organization, 2013a).

Many adolescents with poor well-being suffer silently and alone. Even in high-income
countries, only about 20% of children with a mental disorder receive mental health services
(National Alliance for Mental IlIness, 2012). This may be the result of poor provision of
appropriate support services, adolescents’ low unawareness of their condition, lack of
knowledge about where to seek help, and/or stigma of seeking help (Fisher, 2007).

Lack of attention to psychosocial problems that emerge during adolescence can have
long-term consequences. Untreated mental health problems contribute to poor educational
attainment, victimization, family dysfunction, crime and other antisocial behaviors (Kadel &
Davies, 1986). It also increases the risk of a range of physical illnesses, such as diabetes
(Kleinert, 2007; McDougall, 2011). All these further reduce well-being, quality of life and

life satisfaction. Therefore, identifying and addressing psychosocial problems during
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adolescence holds the possibility of reducing future challenges on young people, their
families and society as a whole. The main study of the current program of research focuses

on psychosocial well-being.

2.1.2 Challenges to well-being among adolescents in LAMICs

A low- and middle-income country is defined as a country with a per capital annual
income under U$12,476 (The World Bank, 2016). One of the distinctive features of LAMICs
is their young population. It is estimated that about 86% of the world’s adolescents and young
people live in LAMICs (United Nations, 2011).

This population faces additional challenges to their well-being. Not only do they face
the challenges typical of this age but they also face threats specific to their living
environments. In LAMICs, young people are more likely to experience insecure living
conditions, early pregnancy, disease and the death of parents (The World Bank, 2006). In
many of these countries, girl teenagers face additional challenges to their well-being as a
result of gender inequalities and discrimination (Pearson, 1995; Yu & Sarri, 1997). These
problems may be magnified when young people attempt to escape the stress of poverty and
hopelessness by using unhelpful coping techniques such as illicit drug, tobacco, and alcohol
abuse (The World Bank, 2006).

Exclusion from a wide range of developmental opportunities, such as education, is
another challenge for many young people with a disability. Banks and Polack (2017) report
that even when children with a disability attend school in LAMICs, their dropout rates are
high. As a result of missing the developmental, social and economic opportunities afforded
by schooling, many children with a disability face financial challenges as adults. Although
the many paths between disability and poverty in adulthood are not well understood, the
relationship is well-established. About 80 percent of the 97 epidemiological studies in a
recent review found a positive relationship between disability and poverty (Banks & Polack
(2017). Unemployment and underemployment are likely to contribute to this. For example,
more than 70% of the 17 studies with relevant measures found the positive association
between disability and unemployment (Banks & Polack (2017).

One reason why adolescents in LAMICs may use unhelpful coping techniques is that
they have low access to support services. Well-being and mental health remain a low priority
and receive very low economic investment and support from governments in most LAMICs.

In the Asia-Pacific region, for example, mental health spending is no more than 2% of the
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health budget, with 80-90% of this going to psychiatric hospitals (Maramis, Tuan , & Minas,
2011). Those support services that are available, are usually concentrated in urban centres
and are often poor in quality and inaccessible or unaffordable for much of the population. In
many LAMICs, national mental health policies do not exist, or if they do exist, are not well
implemented (Maramis et al., 2011; Meshvara, 2002; World Health Organization, 2001,
WHO, 2014).

2.2 Young people with disabilities in low- and middle-income
countries

This section will consider various perspectives on disability, then compare the most

common types of disability in LAMICs and high-income countries.

2.2.1 Perspectives on disability

2.2.1.1 Global prevalence of disability

In 2011, the WHO/World Bank’s World Disability Report reported data on the
prevalence of disability based on two sources: the World Health Surveys in 2002-2004 and
the 2004 Global Burden of Disease Study. Data from the World Health Surveys were for 59
countries. The survey included questions about the extent of functional impairment due to
disability in six domains (vision, hearing, mobility, cognition, self-care, and communication).
Based on stratified, multistage cluster sampling in these countries, the study calculated that
the global prevalence of disability among adults over 18 years of age was prevalence 15.6
percent, and thus, disability was estimated to affect 650 million people worldwide (World
Health Organisation, 2011b). Although the World Health Survey is the largest multinational
survey of disability that has used a consistent set of questions and methods, it also has several
limitations. First, only 59 countries participated, so the data are based on only 64 percent of
the world population. Second, the data were based on self-report of conditions that are often
stigmatized. Third, the severity of each disability was rated on a single 4-point scale. Fourth,
these responses were awarded scores between 0 and 100, and the same cut-score was
imposed across countries for identification of a person with a disability despite cultural
differences in the ways in which rating scales are used. In addition, no data about the

prevalence of disability among children was collected.

However, a very different approach to the assessment of disability produced a very

similar estimate of the global prevalence of disability. The 2004 Global Burden of Disease
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study estimated the global prevalence of about disability to be approximately 15.3 percent,
and that the vast majority of these (about 978 million people) had a moderate or severe
disability (World Health Organization, 2008, 2011a). The strengths of the Global Burden of
Disease study are that it was more comprehensive in terms of both the number of countries
(covering 17 sub-regions of the world) and the types of disabilities it included (based on more
than 130 health conditions), and it covered the entire lifespan (World Health Organization,
2008, 2011a). However, in order to achieve this, the study relied on all available data sources.
Thus, the method of identifying persons with a disability, types of disabilities included,
sampling strategy, data collection methods etc. are not consistent across data sources or
countries. Also, the amount and quality of data from low-income countries is consistently
lower than that for high income-countries. In addition, in many cases in which high quality
data were not available, cases of disability needed to be inferred from data concerning health

conditions and impairments (World Health Organization, 2011a).

2.2.1.2 Perspectives on approaches to disability

Estimates of national and global prevalence of disability are influenced by the
sampling and assessment techniques used in the research on which they were based.
Typically, prevalence of disability is collected through three sources: censuses, surveys and
administrative registers of persons with disabilities (United Nations, 2015). The first of these,
administrative registers, record the number of people registered as eligible for disability
services under the relevant legislation in that country. These data present several challenges:
countries differ in the types of disabilities for which services are provided, the criteria (e.g.,
severity of functional impairment) required for eligibility for such services, and opportunities
for people with a disability to be aware of available services and to access registration. Thus,
aggregation of data across countries is hampered, and prevalence rates for specific countries
usually exclude many people who meet the International Classification of Functioning,
Disability and Health (ICF) criteria for being disabled.

In contrast, censuses and surveys use different approaches to collecting disability
data. Some directly ask participants whether they have a disability. This approach has the
shortcomings of offering only two categorical responses (“Yes” and “No”) and being
vulnerable to social desirability bias in contexts in which shame and stigma are associated
with “disability”. As a result, this method is likely to underestimate the true prevalence of

disability. The second approach is to ask participants to respond to a list of specific
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conditions associated with disability (e.g., blindness, movement disorder, autism). Such lists
are not exhaustive, rely on opportunities for participants to receive a diagnosis, often include
diagnostic terms (e.g., autism) that are not widely understood by members of the general
population, ignore the possibility that persons with one of the listed diagnoses may have little
functional impairment or participation restriction, and remain vulnerable to social desirability
biases. This method has been reported to lead to cases of both over-reporting and under-
reporting of the prevalence of disability (World Health Organization, 2015). It is particularly
likely to lead to underestimation in contexts in which participants have limited health literacy.
The World Health Organization has attributed the under-estimation of the prevalence of
disability in many LAMICs to research based on “censuses or use measures focused
exclusively on a narrow choice of impairments” (World Health Organization, 201 1a, p.22).
The third approach, “functioning based approach” identifies people with disabilities by
asking them to report their level of difficulty in accomplishing basic activities such as
walking, hearing, seeing etc. The advantages of this approach are that it results in lower
levels of social desirability bias, and overcomes misunderstandings about the meaning of
diagnostic terms. It is judged to be the most effective approach to identifying persons with
disabilities in surveys and censuses and leads to a higher estimates of disability prevalence
than any of the other approaches (United Nations, 2015b). It is clear that when considering
reports about global and national prevalence rates for all disabilities and for specific

disabilities, it is important to critically appraise the research methods that underlie the report.

2.2.2 Prevalence of disability among adolescents

Estimates of the prevalence of disability among adolescents also differ due to two
additional reasons. The first is that adolescents with disabilities are usually grouped together
with children, young adults or adults (United Nations, 1990a). This makes any attempt to
estimate their numbers as a distinct group difficult. Secondly, the screening tools used to
assess disability vary widely. In some nations, only individuals with a severe level of
disability are included, while in others, individuals with mild disabilities are also identified.
In Uganda, for example, two separate surveys conducted in the same year, 2006, reported two
totally different child disability prevalence rates: 7% and 20% (UNICEF, 2013). Similarly, in
Australia, there was a large discrepancy between the prevalence of disability derived from
four questions asked in the Survey of Disability in 2006 (4%) and from 17 questions asked in
the Aging and Careers study in 2009 (19%) (UNICEF, 2013). Because of the important role it
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plays in determining the outcomes of research, one of the first tasks of the researcher is to

choose an appropriate way in which disability is defined.

2.2.3 Patterns and sources of disability in LAMICs

2.3.1.1 Prevalence of disability in low- and middle-income countries

The overall prevalence of disability, its prevalence across age groups, and the
prevalence of specific types of disability appear to differ across countries. Many studies
report differences between high-income countries and low-and-middle-income countries
(LAMICs) in both the prevalence and pattern of disability. For example, the World Health
Survey estimated that the prevalence of disability in low-income countries was almost twice
that in high-income countries (18 and 11 percent, respectively) (World Health Organization,
2011a). However, not all studies find this pattern. For example, the Global Burden of
Disease study reported similar prevalence rates for moderate and severe disability in low- and
high-income countries: the mean disability prevalence for high-income countries was 15.4
percent, while that for LAMIC ranged from 14.0 percent to 16.4 percent (World Health
Organization, 2011a). It is unclear whether this finding can be attributed to the poor quality of

much of the data available for low-income countries.

2.3.1.2  Prevalence of disability across age and type of disability

Both studies, the 2004 Global Burden of Disease Study and World Health Surveys in
2002-2004, found that the prevalence of disabilities is not distributed uniformly. The overall
prevalence of disability, its prevalence across age groups, and the prevalence of specific types
of disability appear to differ across countries. Many studies report differences between high-
income countries and low-and-middle-income countries (LAMICs) in both the prevalence
and pattern of disability. For example, the World Health Survey estimated that the prevalence
of disability in low-income countries was almost twice that in high-income countries (18 and
11 percent, respectively) (World Health Organization, 2011a). However, not all studies find
this pattern. For example, the Global Burden of Disease study reported similar prevalence
rates for moderate and severe disability in low- and high-income countries: the mean
disability prevalence for high-income countries was 15.4 percent, while that for LAMIC
ranged from 14.0 percent to 16.4 percent (World Health Organization, 2011a). It is unclear
whether this finding can be attributed to the poor quality of much of the data available for

low-income countries.
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In addition, disability is less prevalent among children than among adults. For
example, the 2001 Global Burden of Disease Study estimated that only 5.1 percent of
children aged 0-14 years had a moderate or severe disability while 19.4 percent of people
over 15 years of age had a moderate or severe disability. However, the distribution of
disability across age groups differs between high-income countries and LAMICs. Elderly
people have the highest rates of disability in both contexts (World Health Organisation,
2004). However, LAMICs have a higher prevalence of disability among young people (The
World Bank, 2006; United Nations, 2011). For example, the Global Burden of Disease Study
reported that the prevalence of moderate or severe disability among children 0-14 years of
age in LAMICs across six regions (4 to 6.4 percent) was two to three times higher than that in
high-income countries (2.8 percent) (World Health Organization, 2011a). The global
prevalence of disability among adolescents is unclear since none of the data available in the
World Report on Disability specifically related to this age group. However, older data from
the United Nations estimates that over 80 percent) (150 out of 180 million) of the worldwide
population of young people (aged 10-24 years) with a disability live in LAMICs (United
Nations, 1990a).

The elevated prevalence of disability among young people in LAMICs is the
combined result of greater exposure to risk factors: communicable (e.g., prenatal exposure to
measles) and non-communicable diseases (e.g., trachoma), poor antenatal care or birth
complications, exposure to toxins (e.g., prenatal exposure to pesticides), injuries (e.g., from
traffic accidents or natural disasters) and the legacy of war (e.g., unexploded ordnance,
chemical weapons) (United Nations, 2012a, 2012b). This epidemiology necessarily
influences the types of disability seen in LAMICs. In particular, young people in LAMICs
appear to have an elevated prevalence of physical and sensory disabilities (Braithwaite,
Carroll, Mont, & Peffley, May, 2008; Takamine, 2004; UNICEF, 2013; United Nations,
2012a). There is currently no systematic data on which to base global comparisons between
LAMICs and high-income countries of the prevalence of specific disabilities among young
people. However, national prevalence data suggest that the prevalence of physical and
sensory disabilities in LAMICs may be elevated across age groups. For example, in the Asia-
Pacific region, which is dominated by LAMICs, 78 percent) of people with a disability have a
physical or a sensory disability (United Nations, 2012b). In addition, Table 2.1 illustrates the
dominance of visual and physical in two LAMICs in different world regions: Vietnam and
Ethiopia (UNICEF, 2010; Wa’el International Business and Development Consultant, 2000).
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Table 2.1: Prevalence of specific types of disability in two low- and middle-income
countries

Prevalence (%)

Type of disability

Vietnam Ethiopia
Physical 29.4 32.1
Visual 13.8 32.3
Hearing 9.3 19.2
Intellectual 6.5 6.5
Mental health 16.8 NA
Other 17.1 9.9

Despite the large global population of young people with visual or physical
disabilities, most disability research involving young people has been conducted in high-
income countries and focused on intellectual disability (Maulik & Darmstadt, 2007). This has
led to the current “woefully inadequate” level of knowledge about young people with
disabilities in LAMICs (Maulik & Darmstadt, 2007, p. 51). As a result, theorists, service
providers and policy makers in LAMICs lack the foundation for evidence-based practice for
this population. Thus, this group has been identified as a major target for research (UNICEF,

1999). Young people in one LAMIC are the focus of the current thesis.

2.2.4 Causes of disability in low and middle-income countries

The high prevalence of visual and physical disabilities among young people in LAMICs
has its origins in a number of circumstances that occur more frequently in LAMICs than in
most high-income countries. These include a very high challenges of diseases, traffic
accidents, natural disasters and armed conflicts (United Nations, 2012a, 2012b). LAMICs
bear high challenges in both communicable (e.g., measles, chicken pox) and non-
communicable diseases (e.g., cancer) that can lead to visual and physical impairment. It is
noteworthy that those countries bear nearly 80% of the non-communicable diseases
worldwide ( Deen, Vos, Huttly, & Tulloch, 1999; United Nations, 2012a). Due to financial
hardship and health care shortages, diseases that rarely lead to disability in high-income
countries often lead to disability in LAMICs (United Nations, 2012a).
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In addition, road traffic accidents are very common in LAMICs, and cause millions of
deaths and cases of physical disability (United Nations, 2012a). The consequences of road
traffic accidents are often more severe in LAMICs than in high-income countries, because a
large proportion of vehicles are motorbikes and bicycles which offer little protection to
occupants. In addition the streets are often crowded and with little regulation of traffic flow.
For example, in 2005 in Asia and the Pacific, the number of people injured on the roads was
at least two million (United Nations, 2012a). Although the prevalence and severity of
childhood injuries resulting from road traffic accidents in LAMICs is unknown, the large
number of children who are transported in precarious positions on motorbikes, bicycles and
other vehicles makes it likely that this number is large. Limited access to reconstructive
surgery also makes it likely that a substantial number of child survivors of traffic accidents
become physically disabled.

A third contributor to the high prevalence of disability among children in LAMICs is
natural disaster. LAMICs have both a high risk of natural disasters and limited resources to
cope with these. For example, LAMICs in the Asia-Pacific region are at 25 times higher risk
of natural disaster than Europe or North America (United Nations, 2012a). Many survivors of
disasters live with ongoing disabilities (Irshad, Mumtaz & Levay, 2012).

The fourth contributor to disability is a history of armed conflict. There were about 229
armed conflicts in 148 countries recorded between the end of World War 11 and 2003
(Bustreo, Genovese, Omobono, Axelsson, & Bannon, 2005). Notably, the majority of these
conflicts, for example the Vietnam wars, have occurred in LAMICs (Krause, 2011; UNICEF,
1996, 2013). It is important to note that the consequences of conflicts continue long after they
have ended. Many subsequent generations of children born in conflict-affected areas continue
to be the victims of war (Tamashiro, 2010; Teerawichitchainan & Korinek, 2012; World
Health Organization, 2013a). Play and family tasks make children more likely than adults to
encounter landmines and other unexploded ordinance, and their curiosity makes them more
likely to be seriously injured by these (Pearn, 2003; US Fund for UNICEF). It is estimated
that landmines from past conflicts have injured or killed more than six million children in the
last decade (Bustreo et al., 2005). For every child who is killed as a result of armed violence,
100 children are left with life-long disabilities (United Nations, 2012a). In addition, leftover
toxic chemicals such as dioxin or Agent Orange have a negative impact on health (Johansson,
2001; Revich et al., 2001; Tuyet-Hanh, Vu-Anh, Ngoc-Bich, & Tenkate, 2010; Uemura et al.,

2009). It is estimated that nearly two-thirds of children whose parents were exposed to Agent
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Orange showed congenital malformations or developed a disability in the first years of their
life (Johansson, 2001). Many chemicals used during wars remain for a long time and infuse
into soil and water and thereby into the food chain. These chemicals disrupt both prenatal and
postnatal development in ways that add to the number of children with disabilities in
contaminated areas (Mai, Doan, Tarradellas, de Alencastro, & Grandjean, 2007; Johansson,
2001; Revich et al., 2001; Tuyet-Hanh et al., 2010). As a consequence, sensory and physical
disability among children and adolescents is particularly high in LAMICs affected by
conflict.

In addition, one of the key underlying contributors to disability is the lack of adequate
primary health care in LAMICs. About 80 percent of people in those countries rely on local
health care, which is very often under-resourced in both staff and materials (WHO, 2011).
Obstacles to accessing the care that is available include distance, transport, and cost (WHO,
2011). The lack in both quantity and quality of health care leads to disability in many ways.
One of these is that poor antenatal care leads to may conditions to remain undiagnosed and
untreated, often with the result that the baby is born with a disability (e.g., visual disability
from prenatal exposure to rubella, physical disabilities resulting from birth injuries) that
could be avoidable remain untreated (e.g. malaria)”. Another is that limited access to
orthopedic care and antibiotics may result in relatively minor injuries or infections leading to
lameness.

In this study, visual and physical disabilities are defined in terms of the specific
capabilities in “sensory functions”, and “pain and neuromusculoskeletal and movement-
related” functions outlined in the International Classification of Functioning, Disability and
Health for Children and Youth (ICF-CY) (World Health Organization, 2007a). In addition,
severity of disability is defined using the WHO Disability Assessment Schedule 2.0, which
takes “impairments, activity limitations, and participation restrictions” into account (\World

Health Organization, 2013c).

2.2.5 Disadvantage among young people with visual and physical disabilities

Young people with visual and physical disabilities are amongst the most marginalized
and poorest of the world’s youth (Groce, 2004). Many barriers contribute to the
disadvantages they experience. These include poor health due to preventable secondary
diseases and other health conditions and reduced opportunities to start and maintain their

schooling. As a result, young people with a disability in LAMICs are less economically
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active than their peers (World Health Organization, 2011). For example, unemployment rates
among this population often exceed 80% (Roggero, Tarricone, Nicoli, & Mangiaterra, 2005).
Furthermore, due to the lack of supportive living environments for people with disabilities in
LAMICs (such as wheelchair, ramp), and widespread negative attitudes toward people with
disabilities, most adolescents with visual and physical disabilities in LAMICs are unable to
participate in community activities (World Health Organization, 2011). In summary, young
people with visual and physical disabilities are excluded from many mainstream educational,
economic, social and cultural opportunities (Groce, 2004; World Health Organization, 2011).
Despite these disadvantages, adolescents with visual and physical disabilities have the
potential to develop typical cognitive and social skills. To realize this potential, it will be

important to understand their living conditions, the challenges they face, and the support they need.

2.3 Gaps inresearch on young people with disabilities in low- and
middle-income countries

Although there are a large number of young people with disabilities in LAMICs,
research on this population is neglected and “woefully inadequate” (Maulik & Darmstadt,
2007, p. 51). This section of the thesis points out the main gaps in our understanding about
young people with disabilities in LAMICs.

Little is known about the context of development for young people with a disability in
LAMICs. From 1990 to 2011, there were 24 primary studies and 13 reviews conducted in
more than 50 low-and middle-income countries concerning the household socio-economic
circumstances of people with disabilities (Simkiss, Blackburn, Mukoro, Read, & Spencer,
2011). However, very few of these concerned young people with disabilities in LAMICs. The
few exceptions have focused on the effect of the social, cultural and living environment on
lives of young people with disabilities, such as how special and mainstream schools influence
their experiences (Davis & Watson, 2001) and how adolescents with disabilities perceive
their impairment, services, and their social relationships (Watson et al., 2000). There has been
limited research on the wider developmental context of young people with a disability living
in LAMICs (Simkiss, Blackburn, Mukoro, Read, & Spencer, 2011). In addition, little is
known about their development trajectories because longitudinal research is rare (Maulik &
Darmstadt, 2007; Simkiss et al., 2011). A category of research that included longitudinal
designs, case-controlled, and randomized controlled trials accounted for only 15% of the total
disability research in LAMICs (Maulik & Darmstadt, 2007).
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However, data on the household economic circumstances of adults with disabilities
from more than 50 LAMICs suggest that their living conditions are constrained by poverty
(Simkiss et al., 2011). Evidence suggests that poverty is both a cause and consequence of
disability among adults in LAMICs. It is currently unclear whether these findings can be
generalized to children and adolescents whose living conditions are mainly influenced by the
economic circumstances of adult family members. This is an important gap in our knowledge
because living conditions can facilitate or limit the participation of individuals with
disabilities (Bickenbach, 2012; Bickenbach, Chatterji, Badley, & Ustiin, 1999; Colver &
Dickinson, 2010; McDougall, Wright, & Rosenbaum, 2010; Wasserman, 2001). It is
important to understand life circumstances and developmental trajectories among this
population in order to inform effective interventions and support.

Another gap in the research relates to types of disability. Hearing and intellectual
disabilities are the most commonly studied types of disability in LAMICs (Maulik &
Darmstadt, 2007; Simkiss et al., 2011) despite the fact that visual and physical disabilities
have a much higher prevalence in those countries. Research on young people with visual and
physical disabilities is very rare.

It is also noteworthy that very little research has sought to capture the lived
experience of young people with a disability in LAMICs. In high-income countries, some
studies have attempted to “capture the voice” of young people with a disability (Alderson,
1993; Beresford, 1997; Stalker & Connors, 2007; Watson et al., 2000). For example,
participants have been given the opportunity to share their perception about their impairment,
services, and their social relationships (Watson et al., 2000); and speak for themselves about
their bodies, their friends, their parents and experts (Mulderij, 1996). However, such
perceptions and feelings have not been explored from young people with disabilities in
LAMICs (Maulik & Darmstadt, 2007; Simkiss et al., 2011).

Therefore, the reasons for choosing young people with visual and physical disabilities

as the target sample included:

(1) Sensory and physical disabilities have higher prevalence in LAMICs than high-

income countries.

(2) Despite this, research on young people with visual and physical are rare. Most

disability research has been conducted in high-income countries and focused on intellectual
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disability (Maulik & Darmstadt, 2007). From 1990 to 2011, there were 24 primary studies
and 13 reviews conducted in more than 50 low-and middle-income countries concerning the
household socio-economic circumstances of people with disabilities (Simkiss et al., 2011).
Data specific to people with people with visual and physical disabilities was available in only

1 and 4 projects respectively. None of these used a longitudinal design.

Another review of Maulik and Darmstadt in 2007 including 80 articles with 41 from
low-income countries also provided the similar result (Maulik & Darmstadt, 2007). Cross-
sectional accounted for almost 60 percent). Longitudinal design shared 15 percent) with case-
control, randomized and control trials. Hearing and intellectual were the most commonly
studied with 26 percent) each. All these number showed a fact that physical and
psychological development of those children with visual and physical disability is absolutely

potential gap in the disability literature. Future research needs to take steps to fill the gap.

(3) The lack of research about people with disabilities has led to the current “woefully
inadequate” level of knowledge about this population (Maulik & Darmstadt, 2007, p. 51). As
a result, theorists, service providers and policy makers lack the foundation for evidence-based
practice for young people with visual and physical disabilities. Therefore, this dissertation

reports three empirical studies designed to help to bridge those gaps.

In summary, a significant characteristic in disability globally is the large number of
young people with visual and physical disabilities in LAMICs. However, research has largely
neglected this population. There have been few studies about their lived experience,
developmental context, developmental trajectories or well-being. This is despite a consensus
that young people with disabilities face additional challenges to their psychosocial well-being
in LAMICs. The next section will present a selective literature review about the psychosocial

well-being of young people with disabilities in LAMICs.

2.4 Well-being and psychosocial well-being of adolescents with
disabilities
2.4.1 Psychosocial well-being

Well-being is a muiti-dimensional construct. The United Nations considers well-being
to be condition of health with all its dimensions: physical, cognitive, emotional, social,

physical, and spiritual. It consists of the full range of “what is good for a person: participating
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in a meaningful social role; feeling happy and hopeful; living according to good values, as
locally defined; having positive social relations and a supportive environment; coping with
challenges through the use of appropriate life skills; and having security, protection, and
access to quality services” (United Nations, 2014, p. 96). Similar multi-dimensional
definitions have been adopted in psychology (e.g., Diener & Lucas, 1999).

Psychosocial well-being” encompasses psychological, emotional and social
components (Keyes, 2002). One key feature of the construct is an emphasis on the connection
between psychological aspects (such as emotions, thoughts, behaviors) and social aspects
(such as relationships, community standing) of well-being. The construct also integrates
hedonic (e.g., positive affect) and eudemonic (e.g., satisfaction with life, self-actualization)
domains of well-being (Herget et al., 2015; Li, Chung, Ho, Chiu, & Lopez, 2012; King &
Napa, 1998; Tsang, Wong, & Lo, 2012). As a result, psycho-social well-being is viewed as a
multidimensional phenomenon, in which each dimension is distinct but related to other
dimensions (Keyes et al., 2002). Empirical research supports this view. For example,
Compton and colleagues found moderate correlations between 18 indicators of conceptually
distinct dimensions of well-being (Compton, Smith, Cornish, & Quallston, Smith, Cornish, &
Qualls, 1996).

The current research focuses on psychosocial well-being, which encompasses the
emotional and social dimensions of well-being. “The term psychosocial underscores the close
connection between psychological aspects of our experience (e.g., our thoughts, emotions,
and behavior) and our wider social experience (e.g., our relationships, traditions and culture)”
(Inter-Agency Network for Education in Emergencies, 2010, p.1). The relationship between
emotional and social well-being is bidirectional. For example, emotional problems may
disrupt the ability to maintain social relationships and roles; disruption of social relationships,
and the inability to fulfill valued social roles can cause significant emotional distress.

The literature on psychosocial well-being tends to divide into two broad traditions that
focus on hedonic well-being (Diener, 1984) and eudemonic well-being (Keyes, 1998). The
hedonic approach is reflected in research on the experience of positive emotional states and
the satisfaction of desire (Diener, 1984) while the eudemonic approach is reflected in
research on meaning of life, human potential and self-realization (Keyes, Shmotkin, & Ryff,
2002; Ryan & Deci, 2001). Cross-cultural comparisons confirm that these two approaches fit
within the overarching construct of psychosocial well-being (Disabato, Goodman, Kashdan,
Short & Jarden, 2016)
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Research on the well-being of people with a disability has tended to focus either on
positive or negative domains. That is, well-being is assessed either by the presence of positive
functioning (e.g., life satisfaction, optimism, flourishing, prosocial behaviour) or by the
absence of dysfunction (e.g., depression, anxiety, antisocial behaviour) (Keyes & Magyar-
Moe, 2003; Liu, Shono & Kitamura, 2009). Well-being is probably best perceived as a
multidimensional phenomenon in which dimensions are related but distinct (Keyes et al.,
2002). The study by Compton et al. (1996) investigated the relationship between 18
indicators of well-being and found out that factors reflecting subjective well-being and
psychological well-being were moderately correlated (Compton, Smith, Cornish, & Qualls,
ton, Smith, Cornish, & Qualls, 1996). Another study investigated features of the good life by
asking people to rate their opinion and found out that there were two related factors: one
reflecting happiness and the other reflecting meaningfulness (King & Napa, 1998). These
studies suggested that although hedonic well-being and eudemonic well-being are related but
distinctive in many indicators. Therefore, the current research assesses both domains of well-
being. This is consistent with the social perspective on disability adopted in this research
(Noca & Wood, 2011). And this perspective also fits with the modern notion of
multidimensional psychosocial well-being in which it is acknowledged that the same
individuals may show evidence of well-being in some domains and dysfunction in other
domains. Based on this notion, the present program of research aimed to investigate the well-
being of adolescents with visual and physical disabilities on multiple dimensions in positive

and negative domains of psychosocial well-being.

2.4.2 Psychosocial well-being in the context of disability

Adolescents with disabilities are viewed as being at increased risk of psychosocial
problems because, in addition to the challenges typically faced by other adolescents, they
have to cope with additional challenges caused by their disability. Evidence accumulated
over several decades confirms that disability is often negatively associated with several
domains of psychosocial well-being among participants in high-income countries (De Castro
et al., 2010; Freedman, Stafford, Schwarz, Conrad, & Cornman, 2012; Meltzer et al., 2012).
However, it is not clear whether this association applies to adolescents with visual and
physical disabilities, or to adolescents in LAMICs (Abubakar et al., 2013; De Castro et al.,
2010; Kellerman et al., 1980; Orr et al., 1984). In addition, little is known about factors that

contribute to low psychosocial well-being among adolescents with disabilities. This section
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provides a narrative review of research on psychosocial well-being among adolescents with
visual and physical disabilities in order to identify gaps in our understanding.

Using several keywords (adolescents, young people, aged 10-19, visual disability,
physical disability, well-being, psychosocial well-being, depression, stress, anxiety, conduct
problems, negative affect satisfaction with life, flourishing, prosocial behaviour, positive
affect, optimism, social support, adaptive coping, discrimination, out-of-home care), a search
was conducted to locate related papers. Five databases were searched: Scopus, PubMed,
ProQuest Central, OneFile, and the electronic and hard copy holdings of the Flinders
University Library. These searches yielded a total of 366 articles. An examination of titles
and abstracts allowed 198 of these articles to be eliminated (duplicates or not relevant). A
close reading of the remaining 168 research articles was conducted to identify articles that
provided data relevant to the definition of psychosocial well-being adopted in this study from
adolescents with a visual or physical disability. Five inclusion criteria were applied:

(a) Reported data for young people between 10 and 19 years of age;

(b) Reported data for participants who were explicitly identified as having either a

visual or physical disability, or both;

(c) Investigated one or more domains of psychosocial well-being;

(d) Examined the association between psychosocial well-being and other

psychological or social factors;

(e) Peer-reviewed publication.

Because the imposition of these criteria yielded very few articles, one search limit and
one inclusion criterion were relaxed. First, articles based on samples that contained young
people with visual and/or physical disabilities, but also included young people with other
disabilities or chronic illnesses, were included. Second, directly relevant research articles
with publication dates between 1990 and 2005 were included. In total, the search yielded 11
articles that satisfied the relaxed criteria. These were the basis for the intensive literature

review. A summary of these studies is presented in5.10
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Table 2.1 Summary of studies that investigated the well-being of adolescents with disabilities

Author/Year/Country  Research Population & Age group Well-being measure  Related result Factors
design sample influences
well-being
Abubakar et al., 2013, Cross-sectional N =296 Mean age 16.84, Two measures: The  Adolescents with Gender
Kenya survey (disability =151, SD=1.75 Brief disabilities had (Females had
no-disability = Multidimensional significantly lower lower life
145). Students’ Life scores in life satisfaction
Satisfaction and The satisfaction than their and poorer
General Health non-disabled peers. mental
Questionnaire. health).
Maatta, et al., 2013 Longitudinal 8038 children At two age Adolescents’ Chronic conditions NA
Finland cohort study with chronic points: 7 and 16.  subjective well- including disability
health condition being was measured did not lower their
or disability at 7 by a single item life life satisfaction.
years of age and satisfaction and self-
6680 at 16 years reported health.
of age.
Participants with
disabilities were
included but were
not a focus and
their number was
not reported.
Da Silvaetal, 2011  Cross - Research group: n  Agerange: 16-  The Hospital People with multiple  NA
Portugal sectional = 325 participants 71 years. Anxiety and sclerosis had a higher
survey with multiple Research group:  Depression Scale level of depression
sclerosis mean age = 39.5 and anxiety than their

(including those
with visual and

(SD =10.8).
Control group:

healthy peers.
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physical
impairment but
unknown number

mean age = 39.6
(SD =10.8).

of them).
Control group: n
= 183 healthy
participants.
Honey et al., 2011 Cross-sectional  Nationally Age 15-29 years Mental health scale  Young people with Social
Australia survey representative (depression, anxiety disabilities reported  support and
sample n = 3392, and positive mental ~ poorer mental health  financial
in which health) than their non- hardship
disability sample disabled peers.
n=475.
De Castro et al.,, 2010 Cross-sectional 165 Participants ~ All age ranges.  Depression and Participants with NA
Brazil survey with physical Physically anxiety. No physical disability
disability. disabled standardized reported more
8125 Participants  participants <19 measures were symptoms of
without physical  years olds: n = mentioned. depression and
disability. 28 (19.3% of the anxiety than their
disabled non-disabled peers.
sample). The
under-19
participants in
the total sample:
n = 3898
(34.9%).
Gutman et al., 2010 Longitudinal Secondary data. At three age Four dimensions of ~ Children with speech  NA
United Kingdom cohort study 3481 had dataat  points: 7.5, 10.5 psychosocial well-  and language
all three time and 13.8 years.  being: emotional, difficulties did not

points. 3197 had
data at two of the

behavioural, social
and subjective

experience declines
in well-being relative
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three time points.
2431 had data at
only onetime
point. Participants
with disabilities
were included but
were not a focus
and number was
not reported.

school well-being.

to their typical peers
while children with
special education
needs are more likely
to have poor and
declining well-being
than others through
mid-childhood and
adolescence.

Berntsson et al., Qualitative N =15 Aged 12-19 “Feeling good” is Many adolescents Accepting
2007, study adolescents with  years used as synonym for with illness/disability attitude
Sweden long-term illness “well-being” inan  experience well- towards
or disability. interview question.  being. ilness/disabil
Example question: ity, social
What is important support and a
for you to feel good feeling of
in everyday? personal
growth.
Jemta et al., 2005 Quantitative 141 childrenand  Children and Well-being was The majority of Risk factors:
Sweden cross-sectional.  adolescents with  adolescents aged measured by physically disabled not with both
mobility 7 to 18 years, Snoopy scale. participants had a g?reg.tls.'tacq“"ed
impairment. mean age = high level of well- I\;gadi#eﬁnce in
12.3.

being.

well-being due
to degree of
disability, or
gender.
Impairment did
not negatively
affect well-
being.

Kef et al., 2000
Netherland

Cross-sectional
study

Research group:
316 adolescents

Adolescents

from 14 to 24

Happiness: the
Cantrill scale.

Visually disabled
adolescents

Risk factor:
Dependence
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with visual years. Loneliness: 11-item  experienced a high on others for
disability. Loneliness scale. level of happiness. mobility.
Compared group: There was no No
N =63 non- difference in level of  relationship
disabled happiness or was found
adolescents loneliness between between out-
(result from the adolescents with ~ of-home care
another study). and without and well-
disability. being.
Wolman et al., 1994  Cross-sectional Mixed chronic Adolescent Minnesota Adolescents with NA
United States survey illness and students in Adolescent Health disability/chronic
disability sample. grades 7-12 Survey (assessed conditions had lower
Typical physical, social, scores on emotional
adolescents = mental health issues  well-being. However,
1650. and emotional well-  disability was not the
Adolescents with being). strongest predictor of
disabilities/ emotional well-being.
chronic illness =
1683.
Gortmaker et al., Cross-sectional  National 4-17 years The Behaviour Physical condition, NA

1990
United States

survey

representative
sample N = 11699
with chronic
health condition
including hearing,
visual and
physical
disabilities.

Problem Index

including disability
was a risk factor for
behaviour problems,
independent of socio-
demographic
variables.
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Note. n = number of participants. NA = Not applicable.
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From Table 2.2, it can be seen that the vast majority of studies on the psychosocial well-being
of adolescents with a visual or physical disability use cross-sectional quantitative design and
were conducted in high-income countries. In addition, studies that provide data specific to
either visual or physical disability among adolescents are rare. However, the literature provides
some insights into level of psychosocial well-being and predictors for this population, which

are outlined in the discussion below.

2.4.2.1 Level of well-being for adolescents with visual and physical disabilities

The research in Table 2.2 reported inconsistent results about the level of well-being
among adolescents with visual and physical disabilities. Many studies reported that adolescents
with a disability, including a visual or a physical disability, showed lower psychosocial well-
being than their non-disabled peers on a number of domains: global mental health (Honey et
al., 2011), symptoms of anxiety and depression (De Castro et al., 2010), and life satisfaction
(Abubakar et al., 2013). For example, Abubakar et al. (2013) found that adolescents a visual or
physical disability have lower life satisfaction than their peers without a disability.

In contrast, other studies indicated that adolescents with visual or physical disability had
a high level of well-being. For example, Kef et al. (2000) reported that adolescents with a
visual disability had levels of happiness that did not differ from those of non-disabled
adolescents. In addition, a longitudinal study by Mé&attd et al. (2013) showed that most Finnish
adolescents with a disability or a chronic disease were satisfied with their lives and that
physical condition (including disability) did not affect well-being their life satisfaction. The
conflicting results from these studies raise the possibility that the well-being of young people
with a disability is influenced by contextual factors, the domain of well-being that is assessed
and type of disability. The main study in the current program of research, Study 2, is designed

to investigate this possibility.

2.4.2.2 Factors influencing well-being among young people with disabilities

The research summarized in Table 2.2 also pointed out some factors that are associated
with psychosocial well-being of adolescents with visual and physical disabilities. Factors that
were positively associated with well-being included social support (Berntsson et al., 2007;
Honey et al., 2011), an accepting attitude of illness/disability and a feeling of personal growth
(Berntsson et al., 2007). Factors that were negatively associated with well-being were also
identified, including greater age, out-of-home care (not living with both/any parents), being a

first-generation immigrant, having an acquired disability, experience of pain (Jemté et al.,
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2005), financial hardship (Honey et al., 2011) and being a female (Abubakar et al., 2013).
However, these relationships were not always consistent across studies. For example, Abubakar
et al. (2013) found that Kenyan female adolescents with a visual or physical disability had
lower life satisfaction and more mental health problems than their male peers. However, Jemta
et al. (2005) found that gender was not related to global well-being among Swedish adolescents
with a physical disability. Again, the currently available research suggests that findings may be
influenced by contextual factors, the domain of well-being that is assessed, and type of
disability.

In order to promote the well-being of people with disabilities, it is important to identify
factors that relate to the way adolescents regard their psychosocial well-being and factors
perceived as important for their well-being play a key role for a happy life of adolescents with
disability in a specific context with a particular type of disability. The following section will
provide a brief summary of five predictor factors that the current research chooses to

investigate in the Vietnamese context.

2.4.3 Planning a systematic investigation of predictors of psychosocial well-

being among adolescents with visual and physical disabilities

There is extensive empirical research on predictors of well-being in adolescents without
a disability. Much of this has been informed by resilience frameworks, positive psychology or
applications of Lazarus and Folkman’s theory of stress and coping (Lazarus & Folkman, 1987;
Dumont & Provost, 1999; Frison & Eggermont, 2015). However, it is rare to see the
applications of these empirical findings or theoretical frameworks in previous research on
psychosocial well-being among adolescents with a disability. In order to provide a more
systematic investigation of predictors of well-being in this population, Study 2 focused on three
factors identified as being positively associated with well-being (optimism, social support,
adaptive coping) and two factors identified as being negatively associated with well-being
(discrimination and out-of-home care) in previous empirical research and theory. The selection
of these five factors that influenced well-being in this study was based on the literature. As a
result from the literature review, several factors that are positively and negatively associated
with the well-being of young people with disabilities. Poverty has been negatively associated to
positive domains of well-being among people with disabilities (e.g., Banks & Polacks, 2017).
However, there is considerable debate about the most appropriate method of assessing poverty

for individual participants even in high-income countries (e.g., absolute household income,
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income relative to household size, income relative to national average or local cost of living).
In LAMICs, where many people in rural areas continue to meet many of their basic needs
without cash transactions, the difficulties are greater. These are compounded in the case of
children and adolescents with a disability in LAMICs, because many have their basic needs
supported by a charity or religious institution rather than out of their family’s household
income. As a result of these measurement difficulties, poverty was not included as a predictor
of well-being in the current study.

Within the scope of this thesis, 5 factors were chosen based on the inconsistent findings
about its influence and its meaning in terms of practical implication to improve well-being. It
was predicted that these five factors might play an important role in well-being of people with
disabilities in the Vietnamese context. Clarification about this choice was informed by

empirical and/or theoretical considerations which is described below:

2.4.3.1 Factors positively associated with well-being

Previous research has identified both internal assets (e.g., optimism, adaptive coping
strategies) and external resources (e.g., social support) that consistently show positive
association with positive domains of well-being and/or negative association with negative
domains of well-being.

Optimism: is a general tendency to anticipate positive outcomes in the future (Reker,
1997). A positive association between optimism and various domains of well-being has been
well established in cross-sectional and longitudinal research in many other populations. For
example, optimism is negatively related to two negative domains of well-being (depression and
negative emotions) and positively related to two positive domains of well-being (self-esteem
and life satisfaction) among adults in high-income countries (Wrosch & Scheier, 2003).
Similarly, optimism is negatively associated to negative affect and positively associated with
positive affect among adolescents in high-income countries (e.g., Ben-Zur, 2003). Moreover,
similar associations have been found among adolescents in a country adjoining Vietnam.
Optimism was positively associated with life satisfaction and negatively associated with
psychosocial problems among adolescents in Hong Kong (Ho, Cheung & Cheung, 2010)

The self-concordance model (Sheldon & Elliot, 2000) suggests that this association reflects a
causal bidirectional relationship. The greater individuals’ optimism, the more willing they are
likely to be to engage in meaningful activities that are likely to support positive domains of
well-being, which in turn is likely to sustain their optimism (Sheldon & Cooper, 2008).

Because the self-concordance model can be applied across cultures, ages, and to people with a
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disability, it is expected that optimism will be positively associated with positive domains of
well-being and negatively associated with negative domains of well-being among Vietnamese
adolescents with physical and visual disabilities.

Adaptive coping. “Coping” refers to the “constantly changing cognitive and behavioral

efforts to manage specific external and/or internal demands that are appraised as taxing or
exceeding the resources of the person” (Lazarus & Folkman, 1984, p. 108). Adolescents with
disabilities use a variety of coping strategies to manage the complex challenges they face
(Eiser, 1989; Williamson & Zeitlin, 1988). By definition, adaptive coping strategies are
positively associated with positive domains of well-being. Such strategies include problem-
focused and support-seeking strategies. In contrast, maladaptive coping strategies, by
definition, are negatively related to positive domains of well-being. These include escape and
avoidance strategies (Thompson et al., 2010). However, it is currently unclear how coping
strategies are related to well-being among adolescents with disabilities, who face some
challenges may not be overcome by problem-focused coping. Some previous research has
shown no relationship between coping strategies and well-being in this population (Gallegos,
Langley, & Villegas, 2012; Monsen, 1992). Several researchers have argued that adaptive
coping strategies differ for adolescents with and without a disability (Janelle, 1992; Monsen,
1992). However, on balance, previous research suggests that problem-focused and support-
seeking strategies are effective among adolescents in high-income countries and among persons
with a disability in high-income countries. Although no data are available for Vietnamese
adolescents with a disability, it is predicted that these coping strategies will be positively
related to positive domains of well-being and negatively related to negative domains of well-
being in this population. It is also feasible that adaptive coping strategies may diminish the
adverse effect of severity of disability on well-being. This research, therefore, also examined
whether coping strategies moderate the relationship between severity of disability and well-
being.

Social support. Two aspects of social support have been a focus of research: received

social support and perceived social support. This research focuses on perceived social support,
which refers to individual’s opinion about how much support is available when needed (Wills
& Shinar, 2000). Perceived social support is a predictor of well-being in a wide range of
research using either a resilience framework (e.g., Dumont & Provost, 1999) or applying
Lazarus and Folkman’s theory (e.g., Frison & Eggermont, 2015). Because there are large

individual differences in perceived social support among adolescents with a disability due to
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the many barriers in seeking social support that they face, it was judged to be a likely predictor
of individual differences in their well-being. One result of these barriers is that many
adolescents with a visual or physical disability may have fewer friends and smaller social
networks (e.g., Kef et al., 2000) or less intimate friendships (e.g., Stevens et al., 1996) than
their non-disabled pees. In addition, their relationships with the adults who often provide
adolescents with social support are often ambivalent. The support they provide may be
perceived to be (Skar, 2003). Thus, adolescents’ perceptions of the social support they received
were predicted to be associated with their wellbeing. Previous research, also suggests that
social support may buffer the negative effects of disability on well-being (Honey, Emerson, &
Llewellyn, 2011; Turner & Noh, 1988). Therefore, it was also predicted that perceived social
support would moderate the relationship between disability severity and psychosocial well-

being among Vietnamese adolescents with visual and physical disabilities.

2.4.3.2 Factors negatively associated with psychosocial well-being

Previous research has identified both internal vulnerabilities (e.g., insecure attachment,
body dissatisfaction) (Franko & Striegel-Moore, 2002; Sund & Wichstrom, 2002) and external
risk factors (e.g., discrimination, out-of-home care) that consistently show negative associations
with positive domains of well-being and positive associations with negative domains of well-
being. This discussion focuses on two external risk factors.

Discrimination. One of the greatest impediments to the psychosocial well-being of

adolescents with disabilities is discrimination, partly due to the social exclusion it often leads to
(e.g., Groce, 2004). Adolescents with disabilities may experience discrimination and social
exclusion in every aspect of life (UNICEF, 2013), including leisure activities (Buttimer &
Tierney, 2005), employment (Lindsay, 2011) and education (Pardeck, 1999). Although
inclusive education may provide adolescents with a disability with expanded opportunities for
learning and diverse social interactions, it also exposes them to the prejudices held by their
classmates. As a result, greater social interaction may not result in friendship (Scheepstra,
Nakken, & Pijl, 1999). It may instead result in increased social isolation. Thus, | predicted that
perceived discrimination would be negatively associated with positive domains of psychosocial
well-being and positively associated with negative domains of well-being. It is also feasible
that discrimination magnifies the adverse effect of severity of disability on well-being. This
research, therefore, also examined whether discrimination moderates the relationship between

severity of disability and well-being.

48



Out-of-family care. In general, the closer adolescents feel to their family, the better

their well-being. One practice that may disrupt the sense of connection to family among
adolescents with a disability in LAMIC:s is the requirement that they live out-of-home in
centralized institutions in order to access education, vocational training and/or employment. In
other populations, out-of-home care is consistently found to show a negative association with
well-being. For example, Dinisman, Montserrat, and Casas (2012) found that adolescents living
with two parents had better subjective well-being in all life domains than their peers who were
living “in care”. It is unclear whether these findings can be generalized to young people with a
disability in LAMICs where out-of-home care also provides valued opportunities. Wolman et
al. (1994) concluded that one of the main contributions to the lower emotional well-being of
adolescents with a disability in high-income countries was a difference in connection to family.
However, Kef et al. (2000) found no association between out-of-home care and psychosocial
well-being among adolescents in a high-income country who had a visual disability. Despite
the latter finding, | predicted that out-of-home care would be negatively related to positive
domains of psychosocial well-being and positively correlated with negative domains of well-
being.

In conclusion, five candidates for predictors of well-being were identified from previous
research. This research largely focused on other populations. The predictors of wellbeing
among adolescents with a disability living in LAMICs have rarely been explored. There have
been no previous explorations in the Vietnamese context. The current research aims to bridge
this gap by investigating whether the predictive power of the factors can be generalized to

Vietnamese adolescents with visual and physical disabilities.

2.5 The context in Vietnam

2.5.1 Disability in Vietham

Vietnam is a middle-income country located in South-East Asia that experienced three
major wars in the 20™ century. The per capita income was US$2,100 in 2015 (The World Bank,
2017).

2.5.1.1 Prevalence of disability in Vietham

Estimates of the prevalence of disability in Vietnam are highly variable. Some estimates
are lower than the global average. For example, recent United Nations estimates suggest that

only 7.8 percent) of the Vietnamese population aged 5 years or older has a disability (United
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Nations, 2015). There are several reasons to believe that this is an under-estimate. First, this
figure was based on government-reported data about living standards, in which disability
questions were limited in both quantity and quality. There were few screening questions and
response categories, and therefore many people with mild or moderate disabilities are unlikely
to have been identified. Second, the sampling strategies did not produce a national
representative sample. In contrast, reports based on data collected using a “functioning based
approach” have reported disability prevalence rates as high, or higher, than the global average.
The 2009 Census in Vietnam included questions that allowed judgments about disability that
were consistent with the International Classification of Functioning, Disability and Health
(ICF). It showed that persons with disabilities accounted for 15.3 percent) of the country’s
population (National Coordinating Council on Disability, 2010). This was similar to the
prevalence level of other studies that allow judgments consistent with the ICF framework. For
example, the 2006 Vietnam Household Living Standards Survey reported a disability
prevalence rate of 15.7 percent) (Mont & Nguyen, 2011). Data from this survey have been
considered to be of particularly high quality because of the comprehensive sampling strategy
(36,701 individuals aged 5 years and over from eight geographic regions), the inclusion of
functional impairments in six domains (seeing, hearing, walking, self-care, communicating and
concentrating), and the rating of level of functional impairment on a four-point scale rather than
as a “Yes/No” response. Thus, the highest quality data suggests that the prevalence rate for

disability in Vietnam is between 15 and 16 percent).

2.5.1.2 Prevalence of disability among Vietnamese children and adolescents

It is more difficult to draw conclusions about the prevalence of disability among
Vietnamese children and adolescents. UNICEF (2000) estimated that the prevalence of
disability among children aged 0-17 years was 3.1 percent), which would suggest that there are
of children, indicating that there are approximately 1 million children with a disability living in
Vietnam. This estimate was based on a research design that primarily focused on the wellbeing
of children who were identified as having a disability. Data were collected from two different
samples. A community-based survey that identified, and gathered parent-reported data for,
1,148 children with disabilities who were living in households in 16 provinces/cities was
supplemented with self-reported data from children in eight institutions providing disability
services (UNICEF, 2000). The main strength of this study as the basis for estimates of the

prevalence of disability is that a multi-stage stratified random sampling procedure was used in
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the community-based survey. However, higher prevalence rates have been reported by studies
with wider geographical sampling and which adopted a “functioning based approach”. In
particular, the 2009 Census, estimated the child disability prevalence to be 4.3 percent) even
though data were gathered only for children aged 5-17 years, and only for four domains of
functioning (Mont & Nguyen, 2011). The prevalence of disability for Vietnamese children
aged 0-18 when all six domains of functioning in the ICD are considered is therefore estimated

to be above 4.3 percent). No data specific to Vietnamese adolescents are available.

2.5.1.3 Types of disabilities in Vietnam

There appears to be only two sources of population level data concerning the types of
disability observed in Vietnam. The 2006 Vietnam Household Living Standards Survey
reported that visual, mobility and cognitive disabilities had the highest prevalence among
Vietnamese population five years of age or older: 11.4 percent) of this population reported
difficulties seeing, 6.0 percent) reported difficulties with walking; and 4.7 percent) reported
difficulties in remembering and concentrating (Mont & Nguyen, 2011). Other disabilities had
prevalence rates under 4 percent). The only other source of data is statistics from the Ministry
of Labor, Invalids and Social Affairs (MOLISA) (Le, Khuat and Nguyen, 2008, p.8). These
data, based on persons registered as having a disability, show a different pattern (Figure 2.1).
However, physical, cognitive and visual disabilities were again identified as having the highest

prevalence.
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Figure 2.1: Types of disability in Vietham (Le, Khuat and Nguyen, 2008, p.8)
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2.5.1.4 Types of disabilities among children and adolescents in Vietnam

Similarly, two sources also provide data specific to disability among Vietnamese
children and adolescents. However, their findings are less easy to reconcile. The 2006 Vietnam
Household Living Standards Survey reported that visual, self-care, communication and
cognitive disabilities had the highest prevalence among Vietnamese children aged five to
eighteen years of age: parents reported that 1.9 percent) of this population had difficulties
seeing, 1.2 percent) had difficulties with self-care; 1.1 percent) had communication difficulties
and a similar percentage had difficulties with remembering and concentrating (Mont &
Nguyen, 2011). All other disabilities, including physical disabilities, were reported to have a
prevalence of under 0.7 percent) These results are in stark contrast to those reported by
UNICEF (2010), which identified physical disabilities as having the highest prevalence in all

age groups and vision impairments as being relatively rare (Figure 2.2).
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Figure 2.2: Percentage of Vietnamese persons with a disability in six age groups who reported
specific types of disabilities

Since the two studies were conducted less than five years apart, were based on
relatively large samples, and used a “functioning approach” to identifying individuals with a
disability, the source of the discrepancy in their findings is currently unclear. Only one
additional study provides a point of comparison. This study applied diagnostic criteria for a
range of visual impairments in population-based sample of 28,800 children aged 0-15 years
drawn from 16 provinces (Limburg, et al, 2011). Such clinical criteria are much more stringent
as a means of identifying children with a visual impairment than the parent- or self-reports used

in censuses and surveys. This study estimated that the prevalence of visual impairment among
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Vietnamese children was only 0.0076 percent). Although they estimate that approximately
16,400 Vietnamese children were blind from all causes, these data are consistent with the
relatively low contribution to the prevalence of disability prevalence among Vietnamese
children reported by UNICEF (2010). However, the visual impairments detected in this study
were often severe, significantly impairing children’s functioning and limiting their
participation. It was also noted that a large percentage of children with refractive errors did not
have access to spectacles that might correct these, and therefore continued to experience
preventable functional impairments and participation limitations. This thesis will focus on the

wellbeing of young people in Vietnam who have a physical or visual disability.

2.5.1.5 Causes of disability in Vietnam

Administrative data provided by the Vietnamese government is the only available
source of information about causes of disability across the Vietnamese population. It shows that
congenital birth defects and disease account for almost 70 percent) of disabilities in Vietnam
(Figure 2.3). Because the statistics place congenital birth defects attributable to prenatal
exposure to dioxin in a separate category (War/Dioxin) the total percentage of disability

attributable to congenital birth defects is larger than that shown in the figure.
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Figure 2.3: Sources of disability in Vietnam (Le, Khuat and Nguyen, 2008, p.8)
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2.5.1.6 Causes of disability among children and adolescents in Vietham

Only one source provides information about the causes of disability among children in
Vietnam. UNICEF (2010) reported that the vast majority of these disabilities were attributable
to either congenital birth defects (55.0 percent of community-dwelling children identified as
having a disability, and 64.6 percent of children with disabilities living in institutions) or
disease (29.1 percent of community-dwelling children identified as having a disability, and
23.5 percent of children with disabilities living in institutions). Thus, the limited available
information suggests that most Vietnamese children with a disability have had this since their
birth.

2.5.2 Situation of Vietnamese people with disabilities: legislation and reality

Vietnam has adopted many laws and policies to help protect the rights and well-being of
people with disabilities. As one of the first countries to ratify the United Nations Convention on
the Rights of the Child in 1990, Vietnam has committed itself to ensure the basic human rights
of children, including children with disabilities. The result should be that children with
disabilities have “effective access to and receives education, training, health care services,
rehabilitation services, preparation for employment and recreation opportunities in a manner
conducive to the child’s achieving the fullest possible social integration and individual
development” (United Nations, 1990b). Signing the United Nations Convention on the Rights
of Persons with Disabilities in 2007 was another major milestone in Vietnam’s commitment to
guarantee educational, political, economic, cultural and social rights for people with
disabilities, including children.

The commitment of the Vietnamese government to protect this population has been
ratified by many national laws and decrees that protect the rights of young people with
disabilities. Some examples of these laws include: 1989 Law on Protection of People’s Health,
the 1991 Law on Universalization of Primary Education, the 1999 Penal Law, the 2000 Law on
Marriage and Family, the 2004 Law on Protection, Care and Education of Children, the 2005
Education Law, the 2006 Law on Vocational Training, the 2006 Law on Information
Technology, the 2006 Law on Sports and Physical Education, and the 2008 Law on In-land
Transportation (Rosenthal, 2009). At least 20 different decrees and regulations in different
disability-related areas have been passed in an attempt to protect the human rights and well-

being of young people with a disability. Any form of discrimination against persons with
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disabilities is strictly prohibited by Vietnamese law. From a policy perspective, the Vietnamese
government’s attempts are considered to be “impressive” (Rosenthal, 2009).

However, the implementation of these policies in reality is less impressive. In reality,
many people with disabilities do not experience the rights and services “guaranteed” by law
(Rosenthal, 2009). In particular, the current social protection program was reported to be
inaccessible in a recent focus group conducted by Palmer and his colleagues (2015).
Vietnamese people with disabilities continue to encounter challenges in almost all aspects of
their lives. Because of the lack of ramps and disability-friendly equipment, many services and
much public infrastructure are inaccessible to them. These include public transportation,
schools, hospitals, toilets, workplaces, cultural and other buildings (UNICEF & MOLISA,
2004). As a result, young people with a disability are often are marginalized from many
important activities such as education, sport, recreation, work, health care and other essential
development activities (UNICEF & MOLISA, 2004). For example, the majority of children
with a visual disability have very limited access to information because reading materials in
Braille, large font, or closed-captions are rare (Rosenthal, 2009). This has long-term
consequence for opportunities for participation in the community and paid employment.

It is noteworthy that the social exclusion of young people with a disability starts early.
Only 66.5 % of children aged 6-10 years with disabilities attend primary school while this rate
for other Vietnamese children is up to 97.0 % (UNICEF, 2010). Girls with a disability are
particularly disadvantaged. More than 55 % of girls with a disability have never once attended
school, whereas the figure for boys with a disability is 39.0 % ( UNICEF, 2010). Of those who
do attend school, about 20%, continue to experience exclusion as they are usually placed in
separate schools or classes because of lack of expertise and financial support for inclusive
education (UNICEF & MOLISA, 2009). One in every three children with a disability drop out
of school ( UNICEF, 2010). This has long-term consequences. The illiteracy rate for children
with disabilities is 43% (UNICEF & MOLISA, 2004) and for adults is about 30%. This is six
times higher than the rate for other adults (5%) (Tatarski, 2013). In addition, the unemployment
rate in Vietnam for people with a disability is more than three times that for people without a
disability (14 and 4.3 % respectively). One in every three households with one member with

disability lives in poverty (International Labour Organization, 2013).
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2.5.3 Support services for people with disabilities in Vietham

According to the social perspective on disability, having an impairment is not
necessarily a barrier to inclusion and participation. Restriction comes from environments,
attitudes and organizations. As one aim of this program of research is to suggest a model of
support services for Vietnamese adolescents with disabilities (Study 3), this section describes
the current provision of support for this population in Vietnam. This knowledge is also
necessary to interpret the findings of Study 1 and Study 2.

Policy and legislation for social support for people with disabilities. The abundant
laws and decrees that the Vietnamese States Parties have signed and enacted, including the
United Nations Convention on the Rights of Persons with Disabilities, showed a philosophical
commitment to provide support to ensure children and other people with disabilities have a full
and meaningful life. Some of these laws and decrees specifically concern the provision of
support. Examples are the Ordinance on the Disabled, 1998, Decree No 55/ 1999/N§-CP of
July 10, 1999 on Guidelines for the Implementation of the Ordinance on the Disabled, Circular
No 13/ 2000/ L§TBXH of May 12, 2000 by the Ministry of Labour, War Invalids and Social
Affairs on Guidelines for the Implementation of Decree No 55/1999/N§-CP. The consequence
of these is that the State must provide care and assistance, free of charge wherever possible, for
education, training, health care, rehabilitation, preparation for employment and recreation
opportunities for people with disabilities to facilitate their development and achievement to the
fullest possible extent (UNICEF & MOLISA, 2009). In particular, children and other people
affected by the consequences of war, such as Agent Orange/Dioxin and landmines will receive
special care from the State and society. The State has budget fund specifically for assisting
persons with a disability to receive appropriate support (health checks, treatment, functional
rehabilitation, education, job training and procurement). In addition, severely disabled persons
who have difficulty earning a living shall be cared for and assisted at their place of residence or
in social institutions. However, the value of the allowance that is provided is woefully
inadequate (about 180.000-360.000 VND which equals U$10-20 per month, depending on
severity of disability).

At present, in Vietnam and many other LAMICs, out-of-home care is the only available
option for many young people with a disability, especially those living in rural areas, who wish
to pursue an education or obtain employment. In addition, in LAMICs without a tradition of
foster care or out-of-family adoptions, out-of-home care is often the only option for children

with disabilities who are abandoned by their families or are orphans. For example, UNICEF
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and MOLISA (2004) estimated that more than half of the Vietnamese children with disabilities

living in institutions were abandoned and more than one quarter were orphans.

Organization of disability services in Vietham. Support and rehabilitation clinics have
been established to assist people with disabilities at all levels of society from village to
province and city. The main activities are job creation, education encouragement and home
exercise. These services have been established and managed by the Ministry of Health
(Ministry of Health, 1999). The main form of support provided by this Ministry is community-
based rehabilitation and support. Currently, only ten specialist rehabilitation clinics have been
established nationwide. However, most district hospitals also have rehabilitation clinics. In
addition, many international non-government organizations have set up their own rehabilitation
services. As a result, this form of support is available in 46 out of 64 provinces and cities, in
215 districts and 2,420 communes (UNICEF & MOLISA, 2009). However, it is not sufficient.
For example, only 4.62 % of people with disabilities receive rehabilitation treatment (UNICEF
& MOLISA, 2010).

In addition, only 63% of people with disability in Vietnam access health services
(UNICEF & MOLISA, 2009). This reflects their limited awareness of, and access to,
appropriate health care. One third of families with a disabled member have never sought health
treatment. People with disabilities living in rural areas have lower access to health care and
rehabilitation clinics than those in urban and areas (Vietnam, 2000) (UNICEF & MOLISA,
2009).

Social assistance centres provide financial support for people with disabilities in
difficult circumstances. Some of these are the 97,000 children and other people with disabilities
who attend one of more than 300 welfare centres. These are entitled to a monthly allowance of
140.000-210.000VND (less than U$10). The number of social assistance centres is being
reduced in response to the call by the Prime Minister (Decision No. 65/2005/QD-TTg) to
transfer children with severe disabilities from those centres to facilities within their
communities, such as orphanages, patronage, adoption, social houses and private and NGO
facilities such as social houses and the care houses of pagodas or churches, (UNICEF &
MOLISA, 2009). The government also encourages families to care for their family members
with a disability by providing allowances for their caregivers (Decree 67/2007/ND-CP of Prime
Minister on the policies of subsidies for families and caregivers of orphans and abandoned

children). However, many children and adolescents with a disability and their carers do not
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receive any financial support. For example, up to 60% of children with disabilities do not
receive any form of support from the government, including subsidized education, free access
to health care, or a monthly allowance (UNICEF & MOLISA, 2004).

Another shortcoming of service provision is that in most social assistance houses,
people with different types of disabilities who need different kinds of support are often
assigned to receive the same services or classes. For instance, the same services may be
provided to children with a visual disability and children with a physical disability. Efforts to
tailor service provision to the individual’s needs are rare due to the lack of guidance, materials,
expertise and human resources (UNICEF & MOLISA, 2004). As a result, there is often a
mismatch between the services needed for young people with disabilities to develop their full
potential and the services that are delivered.

To sum up, although the Vietnamese government is aware of the need to support people
with disabilities, these people still face many barriers due to a failure to fully implement
relevant policies. Currently, the majority of people with disabilities, including children and
adolescents, are struggling to access the support sources they need, which are limited in both
quantity and quality (Mensch, Clark, & Anh, 2003; UNICEF, 2010). In addition, there is a lack
of tailored support.

2.5.4 Research concerning people with a disability in Vietham

Vietnam signed the UN Convention on the Rights of Persons with Disabilities on 22
October 2007. In part this has led to many efforts being made to investigate and address the
issues of children and adolescents with disabilities in Vietnam over the last two decades ( Zhao,
Wendy-Ann Rowe, Kamioka, & Hegarty, 2012; Duong & Vinh, 2007; Daniel Mont & Nguyen,
2011; Rosenthal, 2009). Most empirical studies have focused on parental stress, social support
and the early intervention experiences of Vietnamese children (D’ Antonio & Shin, 2009;
Gammeltoft, 2008; Goldberg, Dill, Shin, & Nhan, 2009; Park, Glidden, & Shin, 2010; Shin &
McDonaugh, 2008). In addition, most research has been conducted in urban settings.

Despite the fact that more research attention has recently been paid to people with
disability in Vietnam, the literature concerning this population is still relatively undeveloped
(Harpham & Tuan, 2006). In addition, existing research has several limitations. In particular,
data are usually provided by family members, such as parents or other caregivers, rather than
the children themselves (Gammeltoft, 2008; Thang Trinh & colleagues, 2011). Failure to gather

data from individuals with a disability may increase the risk of misrepresenting their level of
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well-being. For example, McKinley and his colleagues found that the number of mental health
problems reported by Vietnamese Australian teenagers was higher in self-report than in parent-
reports (McKelvey et al., 2002). In addition, more studies focus on children with disabilities
than on adolescents, and only a few focus on their psychosocial well-being. Only two studies
have directly examined psychosocial well-being among Vietnamese young people with a
disability. These used different research designs, outcomes and age groups. First, Fuhr and
Silva (2012) conducted a quantitative study of the relationship between mental health and
disability caused by chronic illness in a large sample of 8-year-old Vietnamese children who
were recruited from twenty different locations. Results indicated that Vietnamese children who
experienced long-term physical health problems had twice the incidence of mental health
difficulties compared with their peers without long-term health problems (Fuhr & Silva, 2012).
In contrast, Ngo and his colleagues (Ngo et al., 2012) conducted a qualitative study involving a
small number of Vietnamese adolescents (14-19 years old) most of whom had a physical
disability. Data were collected by interviews with both children and their mothers. The findings
highlighted the barriers that Vietnamese children and adolescents face, such as a lack of
disability diagnosis, and inadequate healthcare services and government financial assistance.
Several coping mechanisms and protective factors were also identified.

In summary, Vietnam exemplifies many characteristics of conflict-affected LAMICs. It
has large number of adolescents with visual and physical disabilities. These young people are
likely to experience many challenges to their psychosocial well-being. However, there has been
little research about this population. In particular, no research concerning the psychosocial
well-being among young people with visual and physical disabilities are available. The current
program of research consists of three studies that address this gap by investigating the lived
experience of this population in childhood, their well-being in adolescence and their perception

about daily challenges, support use and an ideal support service.

2.6 Theoretical framework: Bronfenbrenner and Morris’s bio-
ecological theory

The bio-ecological framework of Bronfenbrenner and Morris informed all three studies
in the current program of research (Bronfenbrenner & Morris, 2006). This framework
recognizes the role of biological factors (the biosystem), the active role individuals play in their
own development (child system), and the diversity of proximal and distal environmental factors

that influence development (Figure 2.5).
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The child’s environment is organized into four systems that are arranged in a nested
hierarchy, like Russian dolls: microsystem, mesosystem, exosystem, and macrosystem: There
are thus six main systems:

a. The biosystem encompasses physical development, nutrition, health conditions,

genetic information, sensitivity of senses and impairments.

b. The child/individual system encompasses the person’s unique psychological
strengths and vulnerabilities in terms of temperament, aptitudes, activity level,

cognitive skills, coping strategies and mental health problems.

c. The microsystem encompasses proximal environmental influences on the child.
It includes the objects (e.g., household possessions, quality of housing,
playground equipment, toys and books), events (e.g., birthday party, funeral)
and people (e.g., parents, teachers, neighbours) and other living things (e.g.,

pets, farm stock) with which the child interacts directly.

d. The mesosystem captures bidirectional relationships between agents in the
microsystem, and to extent to which the influences in a child’s microsystem
are consistent. For example, is there agreement between parents over the way to
discipline the child? Do the school and the place of worship reinforce or

undermine each other’s world views?

e. The exosystem encompasses institutions, people and events that do not directly
interact with the child, but influence the child indirectly through their influence
on the child’s microsystem (e.g., extent to which parents’ workplaces have

family-friendly policies, parents’ social support system)

f. The macrosystem encompasses the values, laws, customs etc. of the culture
(e.g., legislation governing Medicare), and the educational, economic and
political systems used in the society (Bronfenbrenner, 1979; Bronfenbrenner &
Morris, 1998, 2006).

The seventh system is the chronosystem, which focuses on time and encompasses the
timing of key events in the child’s life (e.g., age at which child acquired a disability, or entered
out-of-home care) and the family’s personal history (e.g., outcome of previous attempts at
discipline), developmental transitions made by the child, and the historical context.

Bronfenbrenner and Morris’s framework was used to organize the reporting of

information about children’s living conditions and developmental trajectories in Study 1. It was
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also used to organize the research model for Study 2 and to organize participants’ responses
into a model designed to guide the development of support services for young people with a
visual or physical disability in Study 3. Details of the way of the framework was adapted in
each study will be described in the relevant chapters.

Rural/urban setting, values, laws,
customs the culture, norms

Coping strategies, cognitive
skills, mental health, affect

Chronosystem
Personal history, period in history

Figure 2.4: Schematic representation of Bronfenbrenner and Morris’s bio-ecological

framework for the study of child development
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CHAPTER 3 — RATIONALE FOR RESEARCH
METHODOLOGY AND CULTURAL ASPECTS FOR
RESEARCH DESIGN

In the previous chapter, | outlined the background, aims and theoretical framework that
guide this program of research. This chapter presents how the research design was derived, and
the cultural and scientific issues that guided the selection of the methods. In addition, the

timeline for the research program is outlined.

3.1 Combination of quantitative and qualitative methods

The current research seeks to understand psychosocial well-being and the factors that
influence this. Thus, the researcher needs to choose between two broad approaches to
researching human beings for each study: emic and etic approaches (Lett, 1990). An emic
approach seeks to describe the “view from within”, and sometimes referred to as a “bottom-up”
approach to understanding phenomena. In contrast, an etic approach is the “view from outside”,
and is sometimes referred to as the “outsider’s” perspective or as a “top-down” approach.

In taking an emic approach, researchers seek to put aside information from other
contexts in order to let the participants’ experience “speak”. This is to allow new themes,
patterns, and concepts to emerge from the participants’ perspective. For example, a researcher
may try to put aside information from previous studies about the factors that influence well-
being in order to capture the participants’ insights about this issue in their own contexts.
Advantages of this approach include the possibility of exploring the “particularity” of the
context and individuals being studied, and uncovering unexpected findings.

In contrast, the etic approach uses as its starting point the theories, concepts and
empirical findings of previous research, which was necessarily studied with different
individuals and/or in a different context. For example, a researcher may use a previously
validated scale that assesses the coping strategies used by another population. One of the
strengths of the etic approach is that it allows for comparisons to be made across contexts and
populations, and for the identification of concepts and findings that apply across settings,
contexts and individuals.

Although the two approaches are defined in terms of perspectives rather than methods,
the perspectives predispose researchers to selecting differing sets of methods. The emic

perspective is predisposed towards the use of qualitative methods while the etic perspective
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predisposes towards the use of quantitative methods (Morris, 2008). Although emic and etic

approaches and quantitative and qualitative methods are distinct, they can be combined in a

single study or in different studies in the same program of research (Tashakkori & Teddlie,

1998; Tashakkori, & Creswell, 2007). This is referred to as “mixed methods” research:
“Mixed methods research is a research design (or methodology) in which the researcher
collects, analyzes, and mixes (integrates or connects) both quantitative and qualitative
data in a single study or a multiphase program of inquiry” (Creswell & Clark, 2011, p.
119).

It is widely believed that the integration of quantitative and qualitative methods
provides a more comprehensive analysis of a research problem than using either a quantitative
or a qualitative method alone. It has been argued that a mixed methods approach draws upon
the strengths of both methods (Johnson & Onwuegbuzie, 2004). Because of this, the mixed
methods approach has been widely adopted in mental health and health services research
(Palinkas, 2014; Palinkas, Horwitz, Chamberlain, Hurlburt, & Landsverk, 2011; Van den
Bergh, 2015). The present program of research employed a mixed methods approach to

capitalize on specific strengths of this approach (Pope & Mays, 2008) (Table 3.1)

Table 3.1: Ways in which the strengths of mixed method research design are used in the

current program of research

Strength Used
1. Findings from different methods are checked against each other. Yes
2. Qualitative research facilitates quantitative research by generating hypotheses No

for testing or generating items for a questionnaire.

3. Quantitative research facilitates qualitative research by identifying people to Yes

participate in the qualitative enquiry.

4. Qualitative and quantitative research are conducted together to provide a bigger Yes

or richer picture.

5. Quantitative research accesses structural issues whereas qualitative research Yes

aCCesSes processes.

6. Quantitative research emphasizes the researchers’ concerns whereas qualitative Yes
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research emphasizes the subjects’ concerns.

7. Quantitative research helps to generalise qualitative findings. Yes
8. Qualitative research facilitates interpretation of findings from quantitative Yes
research.

The present program of research adopted a mixed methods design not only because of
its general advantages (
Table 3.1) but also because it is a particularly effective means of achieving the research

objectives. The overall objectives are to examine the level of well-being among young people
with visual and physical disabilities in the context of one LAMIC, Vietnam, and to identify
some of the factors that may influence this well-being. Adopting an etic approach allows the
research to benefit from empirical findings, theoretical framework and measurement
instruments developed in previous research on the well-being of other populations of young
people. However, there is very little previous research about the well-being of young people
with these disabilities in Vietnam or other LAMICs. Reliance on research from high-income
countries about young people with other disabilities or about young people facing other
challenges would risk failing to identify phenomena and issues that are specific to the target
population and context. This limitation can be minimized by supplementing studies that adopt
an etic, quantitative approach with a study that adopts an emic qualitative approach and thereby
allows young people with these disabilities the opportunity to describe their experience and
perceptions in their own words.

The mixed methods approach allows quantitative and qualitative components to be
mixed in a variety of ways. Based on the sequence of the components and the emphasis given
to each, studies that use a mixed methods approach can be categorized as parallel, sequential or
concurrent (Ostlund, Kidd, Wengstrom, & Rowa-Dewar, 2011). Sequential mixed methods
research, may allow data from earlier studies in a research program to inform the focus for later
studies. One possibility is to conduct quantitative research to identify the core issues,
mechanisms or outcomes that subsequently become the focus of in-depth qualitative research
(Onwuegbuzie & Teddlie, 2010). The current research used a planned sequential mixed method
approach. The findings from early studies were used to refine details in the design of
subsequent studies. However, the broad goals and research approach of each of the three

studies was planned before the research began.

3.1.1 A planned sequence of three studies
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The research program consisted of three studies, all of which were informed by
Bronfenbrenner’s bio-ecological framework (Bronfenbrenner & Morris, 2006). The first study
was designed to provide a rich description of the life circumstances, trajectory of development
and psychosocial well-being of Vietnamese children with a visual or a physical disability in the
years leading to adolescence, before focusing on adolescents with disabilities in subsequent
studies. Study 1 used an etic quantitative approach because this allowed data collection using
previously validated measures and the interpretation of data for children with a disability by
comparing these to those from a large reference sample of peers without a disability.

In study 2, the focus narrowed to psychosocial well-being and the age range increased
to adolescence. These two studies were linked by Bronfenbrenner’s proposition that “the
developmental outcomes of today shape the developmental outcomes of tomorrow”
(Bronfenbrenner, 1979, p.191). That is, Study 1 provided information about the prior
developmental contexts and trajectories experienced by Vietnamese adolescents with a visual
or physical disability. Although the participants in the two studies differed, Study 1
nevertheless provided important background information for understanding the results from
Study 2.

Study 3 checked the accuracy and completeness with which Study 2 had identified the
factors that predict well-being by capturing young people’s perceptions of the factors that
influence their well-being in their own words. It also expanded on Study 2 by deriving a model
to guide the development of support services for young people with a visual or physical
disability that represented their priorities and preferences. To achieve these goals, Study 3
adopted an emic qualitative approach, as this allows a detailed understanding of participants’
perspectives to be captured (Curry, Nembhard, & Bradley, 2009). The sequence of research
activities and the interrelationships between the three studies are illustrated in Figure 3.1.
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Study 1: Objectives
1. Provide a rich description of
developmental contexts and
trajectories, and to document
well-being among Vietnamese
children with a visual or
physical disability.
2. Interpret these findings by
comparing them with those
from their non-disabled peers.
3. Identify common patterns in
developmental trajectories and
levels of well-being to inform
subsequent studies.

1

4 N

STUDY 1
Longitudinal case studies
Archival quantitative data

N /

Study 2: Objectives
1. Document the levels of well-

being among Vietnamese
adolescents with a visual or
physical disability.

2. Investigate whether type of

disability influences well-being.

3. Identify predictors of well-

being outcomes.

4. ldentify factors that moderate
the relationship between severity

of disability and well-being.

5. ldentify adolescents with

different patterns of well-being.

6. ldentify predictors of different

patterns of well-being outcomes.

1

4 N

STUDY 2
Pilot test and Quantitative study
Survey questionnaire
(face-to-face interview based)

- /

Study 3: Objectives
1. Document the challenges to

well-being identified by
adolescents with a visual or

physical disability.

2. Explore the type of support
adolescents with disabilities
perceived to be useful in

addressing these challenges.

3. Document the level of use
of existing support service and
adolescents’ evaluation of

these.

4. Develop a model to guide
the provision of support that
captures the priorities and
preferences of adolescents

with disabilities.

1

4 N

STUDY 3
Qualitative study
Individual interview
(face-to-face)

\_ /

Figure 3.1: The sequence and objectives of three studies in the current program of research

3.1.2 Cultural issues

Even though culture remains a ‘woolly concept’ (Chapman, 1997, p.29) it is widely

acknowledged to affect the developmental outcomes of individuals in many ways and to

influence many aspects of the research process (Matsumoto & Juang, 2008). This section

discusses some of the characteristics of Vietnamese culture that may influence the
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implementation of the study and interpretation of research findings. Methodological and

logistical challenges that arise in the context of Vietnam will also be addressed.

3.1.2.1 Traditional Viethamese attitudes towards individuals with a disability
Religion is a salient domain of culture in most contexts. Historically, Buddhism has
been the dominant religion in Vietham (McHale, 2004). It has distinctive beliefs about
disability that have been incorporated into Vietnamese’s traditional perspectives on disability.
In Buddhism, disability is linked to theories of samsara, and cause and effect (D’ Antonio &
Shin, 2009). Ilinesses and physical impairments are a result of individual fate (Cheng, 1990).
Life is not a linear journey that ends in death. Instead, only the body perishes, the soul is
reincarnated through many cycles. When people engage in evil, there are consequences for
their descendants or for themselves in the next life (Hunt, 2002). Accordingly, a person with a
disability is often viewed as someone who is being punished for sins that they committed in
previous lives or that were committed by their ancestors. As a result, disability is associated
with guilt and self-blame. In this context, research focusing on the well-being of Vietnamese
young people with a disability is at odds with some of the traditional cultural beliefs in the

context in which it is being conducted.

An understanding of traditional Vietnamese attitudes towards disability also informed
the choice of predictor variables. Although people with a disability in Vietnam may receive
sympathy from others, they can also be the target of discrimination and social exclusion. They
may experience discrimination in almost all aspects of life, such as in daily activities, access to
health care and other services, sporting and cultural activities, employment and marriage (Le,
Khuat & Nguyen, 2008; Green, Davis, Karshmer, Marsh and Straight, 2005). In addition, it is
common for a person with a disability to be addressed in a disparaging way by reference to
their disability, for example person with a disability can be addressed as ‘thang mu’ (blind
person), ‘thang qué’ (limping person), ‘d6 do hoi’ (crack-brained person). Social exclusion
may also be an everyday event. One traditional superstition in Vietnam is that contact with, or
seeing a person with a disability, may bring bad luck. Therefore, people may avoid individuals
with a disability when they are walking on the street, and especially before an important
departure. In 2008, a study by Le and her colleagues investigating the economic and social
situation of people with disabilities in four provinces of Vietnam, indicated that people with

disabilities were marginalized and excluded from their local community activities (Le et al.,
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2008). In such a context, it was important to include experience of discrimination among the

factors that may influence the well-being of Vietnamese young people with a disability.

In addition, these traditional attitudes may also affect the recruitment of participants.
Traditionally, people with a disability were kept at home and out-of-sight to avoid public
humiliation. It is possible that many young people with a disability continue to receive support
only from members of their own families. Therefore, specific recruitment strategies were
needed to identify and recruit such young people who could not be contacted through disability
support services. Other families avoid public humiliation and the high workload of care that
may be associated with raising a child with a disability by relinquishing the child’s care to a
Buddhist pagoda. Ironically, as a result, Buddhism also provides one of the main sites for
support services for young people with a disability. In Vietnam, Buddhist temples are an
important and distinctive site for the education and care of children with visual, physical and
other disabilities. Because this type of site had not been studied in research in Western
countries. Buddhist pagodas that provide support services to young people with a disability
were a special target for recruitment in the current study. Christian churches also sponsor a
number of important support services for young people with a disability in Vietnam. They too

were targeted during recruitment.

However, modern perspectives on disability are overtaking traditional beliefs. The
modern perspective on disabilities in Vietnam views many people with disabilities as victims of
war and the weapons used in wars (Hunt, 2002). Many heroes of Vietnam’s fight for
independence became disabled during those conflicts. There is also widespread understanding
of the ongoing consequences of the environment contamination resulting from past armed
conflicts (e.g., Agent Orange and Dioxin) on disability. In addition, the Vietnamese
government is actively attempting to change traditional attitudes by being proactive in passing
legislation and signing international agreements that protect the rights of disabled people
(Rosenthal, 2009).

3.1.2.2 Collectivism and the role of the family

Traditional Vietnamese culture is characterized by collectivism. In contrast to
individualist cultures, collectivist cultures emphasizes an interdependent construal of self and
the “fundamental connectedness of human beings” (Matsumoto & Juang, 2008, p.334). For

example, people in collectivist societies tend to have self-identities that are inseparable from

68



their social relationships and their living context (Markus & Kitayama, 1991). In addition, they
socialize to understand other peoples’ minds, to sympathize, to act appropriately and to adjust

themselves to fit into the communities to which they belong (Matsumoto & Juang, 2008).

Because they live in a collectivist culture, people with disabilities in Vietnam are likely
to be strongly affected by their living context and the people around them (Craig, 1994) (Figure
3.2). It is therefore particularly important for researchers to understand the living contexts of
individuals with disabilities when investigating their well-being and developmental trajectories.
This is one of the reasons why the first study in the current research focused on providing a rich
description of the developmental context of Vietnamese children with disabilities and why it
was important to include a measure of the support provided by multiple sources among the

predictors of well-being in Study 2.

b8

sSikling

Coworker

(a) (b)

Figure 3.2: Independent (a) and Interdependent (b) construal of the self by people in

individualist and collectivist cultures, respectively.

Although many foreign institutions influence Vietnamese culture, the family has
remained one of its core institutions. In Vietnam, it continues to be common for many
generations of a family to share a house and for socialization of children to promote values of
harmony, support and duty to the family instead of the pursuit of individual desires. Parents are
expected to take responsibility for the care of their children until their children get married.
Siblings are also expected to support each other financially, emotionally and with practical
caregiving. The family is considered to be the main service provider for people with
disabilities, regardless of age or social status (Stone, 2005). This leads to two distinctive

characteristics of the situation in Vietnam: (1) It is not an expectation that most people with
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disabilities will live independently, unless they marry; (2) Many children with disabilities who
receive residential support from external service have been abandoned by their families.

Because cultural norms to not support families relinquishing the care of children, when
this is done, it is often done secretly. In this context, it is not possible for the child to maintain
contact with other family members. Thus, young people with a disability who are in residential
care often have no access to the social institution, the family, that provides the main social
safety net in Vietnam. It was therefore important to include out-of-home care as a predictor of
well-being in Study 2.

The collectivist cultural context also influenced the way constructs were measured. In
collectivist cultures, there is a tendency to avoid reporting negative experiences caused by
others because this is a threat to social harmony (Matsumoto & Juang, 2008). This tendency
compounds the esteem maintenance mechanisms that often prevent people in both individualist
and collectivist cultures from admitting that they are targets of teasing, social exclusion or
discrimination (Tesser, 2000). One result of this mechanism is that research participants often
under-report negative behaviour directed towards themselves but accurately report on negative
behaviour towards others in their group (Wright, Taylor, Moghaddam, & Lalonde, 1990). To
avoid this “personal-group discrepancy”, in Study 1, children were asked to report on physical
punishment directed toward their classmate rather than the physical punishment that they
personally received. Similarly, in Study 2, the wording of the measure of discrimination was

modified to refer to other members of their group.

3.1.2.3 Culturally appropriate measures

One of the obstacles to conducting research in LAMICs is that few measures have been
validated in these countries. Very few of the measures used in the current research had been
used in previous research in Vietnam. This had three consequences for the present research.
First, it was necessary to test the acceptability and appropriateness of the measures in a pilot
study. Second, it was important to interpret the data in comparison to a reference group of
young people in Vietnam who did not have a disability whenever this was possible. Third, the
meaning of data needed to be interpreted with caution. For example, the ability to interpret
scores obtained on measures of well-being in comparison with published norms for the general
population was limited due to a lack of cut-points for these measures in the Viethamese
context. Therefore, in Study 2, such interpretation was restricted to depression and anxiety

scores, for which preliminary Vietnamese data were available. However, it should be noted that
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cut-points for these measures in the Vietnamese population are still under review (Tran, &
Fisher, 2013).

In summary, the distinctive characteristics of the Vietnamese cultural context needed to
be accommodated in the research methods and processes, and need to be remembered when

interpreting the findings of the research.

3.1.3 Ethics approval and timeline of research activities

All three studies in this research program were conducted with approval from relevant
research and ethics bodies. Study 1 used archival data from the Young Lives project which was
granted ethics approval from the London School of Hygiene and Tropical Medicine Ethics
Committee, the Social Science Division of Oxford University, Reading University UK and
relevant ethics bodies in each of the countries involved in the study (Tuan et al., 2003). In
Vietnam, ethical approval for the Young Lives project was also granted by the Vietnam Union
of Science and Technology Associations (Tuan et al., 2003).

Ethics approval for Studies 2 and Study 3 was sought simultaneously from the Social
and Behavioural Research Ethics Committee of Flinders University. The research activities
were divided into two phases, each with a separate ethics application. The first application was
for the first field trip to Vietnam, which had two aims: (1) to identify and recruit service
providers for adolescents with visual and physical disabilities; (2) to conduct a pilot study using
the measures that were planned for Study 2. The Committee granted full approval for the
project on December 19t 2013 (Project number 6356).

The second ethics application was for Studies 2 and 3, as these two studies involved the
same sample of participants. Study 2 involved the collection data from a large sample of
adolescents with visual and physical disabilities using a quantitative survey. Data collection
took place in four provinces (Ho Chi Minh, Ben Tre, Thua Thien Hue and Da Nang). In Study
3, interviews with a subset of the participants in Study 2 captured the perceptions of
adolescents with the two types of disabilities in their own words. | obtained the full ethics
approval for these two studies on June 16" 2014 (project number 6486). A minor modification
of the procedure became necessary after my arrival in Vietnam. This modification was accepted
on August 22™ 2014. The ethics permission for conducting the study is valid until January 31st
2018.

The research needed no additional ethics approval from authorities from Vietnam. This

was confirmed through email correspondence with the Vietnamese Embassy in Canberra,
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Australia and confirmed again during the field trip to Vietnam in January 2014. Only written
consent from formal service providers (or families in cases where there was no formal service

provider), and from participants (or their guardians if they were under 18 years of age) were

needed. The timelines for the ethics applications, data collection and data analyses process are

provided in Table 3.2 and Figure 3.3 respectively.

Table 3.2: Timeline for ethics approval for Studies 2 and 3

Project number Month, Year Milestone

6356 November, 2013 Application submitted
November, 2013 Conditional approval
December, 2013 Meeting with the Chair of the

Ethics Committee

December, 2013 Full approval

6486 April, 2014 Application submitted
May, 2014 Conditional approval
June, 2014 Full approval
August, 2014 Modification request
August, 2014 Full approval
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August 2013 August, 2014 January - March, 2015 December, 2015
Obtain archival data Completion of data Data collection for Completion of data
for Study 1 analysis for pilot test Studies 2 &3 analysis for Study 1

B B 0O

January - March, 2014 December 2015 January, 2016
Recruitment for Study 2 and Completion of data Completion of data
3, Pilot test for Study 2 analysis for Study 2 analysis for Study 3

Figure 3.3: Timeline of data collection and analysis for the program of research

3.1.4 Summary

This chapter provided the reasoning behind the choice of a mixed methods research
design, described the ways in which aspects of Viethamese culture influenced the choice of

variables and research procedures, and outlined the sequences of research activities.
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CHAPTER 4 - STUDY 1: LONGITUDINAL CASE STUDIES
EXAMINING DEVELOPMENTAL CONTEXTS AND
DEVELOPMENTAL OUTCOMES FOR VIETNAMESE
CHILDREN WITH A VISUAL OR PHYSICAL DISABILITY

"The developmental outcomes of today shape the developmental outcomes of tomorrow"
(Bronfenbrenner, 1979, p.191).

4.1 Abstract

The current program of research focused on the well-being of adolescents with visual and
physical disabilities in Vietnam. However, Study 1 was conducted to provide insights into the
developmental circumstances of this population when they were children. Specifically, a series of
longitudinal case studies are presented to describe developmental contexts and trajectories among
children with visual (n = 6) and physical disabilities (n = 5) in the years leading up to adolescence.
Bronfenbrenner and Morris’s bio-ecological framework was employed to organize this information.
Data from a large sample of peers without a disability (n = 1753) was used to aid interpretation of
the results. Both groups of children were assessed at 1 year, 5 years and 8 years of age as a part of
the Young Lives study. Results indicated that although many children in both groups were raised in
difficult circumstances, the majority of children with a disability showed particularly high levels of
material deprivation and low levels of physical and cognitive development. The study portrayed
both the uniqueness of each child’s circumstances, and the common patterns observed across

children. These served to inform Studies 2 and 3, which focused on adolescence.

4.2 Introduction

4.2.1 Model of disability

The way in which populations and phenomena are defined can greatly influence the
outcomes of a field of research. In particular, different conceptions about disability can lead to
very different conclusions about its prevalence, and the nature and extent to which particular
interventions and support services are provided and judged to be effective. Because of the
important role it plays in determining the outcomes of research, one of the first tasks of the
researcher is to choose the most appropriate definition of disability.

Currently, the two most frequently reported approaches to defining disability reflect
medical/biological and bio-psycho-social models. The medical model views disability as a

“biological condition” (e.g., blindness, paraplegia) located in the individual. This perspective
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therefore focuses attention on the affected individual and promotes interventions designed to
eliminate or compensate for his/her biological condition (e.g., through use of medical
technology, medicines, and rehabilitation) (World Health Organisation, 2012). One of the
strengths of this perspective is that it provides a medical explanation for conditions that were
often previously attributed to spiritual causes, and in doing so, has often reduced the stigma
associated with disability. It also promoted research in technological innovations (e.g., in
improved prostheses and electronic aids) that have significantly improved the quality of life for
many people with a disability. The medical model also has a number of pragmatic advantages.
It allows cases of disability to be calculated from medical records, or from participant’s
responses to checklists of diagnoses that typically result in disability, and this allows policy
makers and service providers to anticipate demand for specific services (e.g., wheelchairs,
hearing aids). However, this approach has significant limitations. No list of diagnoses will be
comprehensive of all conditions that can result in disability, and most conditions can lead to
disability of differing severity, depending on the aids available and the environmental context
(e.g., refractive errors may lead to severe visual impairment in the absence of corrective lenses,
but may lead to very little visual impairment when corrective lenses are available). Despite this,
several major studies, such as the Global Burden of Disease study, continue to use a medical
model of disability (e.g., GBD 2016 DALYs and HALE Collaborators, 2017).

Recognition of the shortcomings of the medical model prompted the development of a
bio-psycho-social model of disability This integrates the concept of a physical impairment
(from the medical model) with an appreciation of the extent to which the environmental context
contributes to the extent to which a specific impairment impairs functioning in everyday tasks
and limits participation in social, educational and employment opportunities. The bio-psycho-
social model perceives disability to be the outcome of the interaction between the person with
an impairment and environments that contain higher or lower levels of physical, attitudinal,
communication and social barriers. One consequence of this perspective is that disability
cannot be assessed solely on the basis of the physical impairment. It can more directly be
assessed through consideration of the extent to which a person experiences impaired
functioning in everyday tasks (e.g., walking, seeing) and to which their participation in social,
educational and employment opportunities is limited. One of the advantages of the bio-psycho-
social model is that it promotes consideration of the ways in which changes to context can
reduce the extent of disability even in contexts in which the physical impairment cannot be

modified (World Health Organisation, 2001). In addition, the model promotes the recognition
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that individuals with a physical impairment often have unimpaired functioning and
participation in many domains. This recognition has been the basis for advocacy for equal
rights that has improved the access to education, employment and leisure activities for many
people with a disability.

Despite these advantages, the bio-psycho-social model of disability also has a number
of limitations. In particular, it presents a number of pragmatic measurement challenges. First,
regardless of whether an individual has a medically diagnosed condition, the extent of
impairment in multiple domains of functioning and limitation in multiple domains of activity
should be assessed. This greatly increases the time and cost for population-based surveys and
censuses. Second, the accuracy with which disability is identified in surveys and censuses can
be questioned because individuals and cultures differ in the ways in which they respond to
rating scales. The consequence is that it is difficult to set a cut-off score for the identification of
persons with a disability in studies that aim to determine disability prevalence. Third, the social
model allows for different claims about the importance of environmental settings, and of
domains of functioning (walking, seeing, concentrating etc.). The first of these may lead to the
biased judgement that social setting is dominant over physical impairment in causing disability
(Adam, 2007). In summary, many of the limitations of the bio-psycho-social perspective are
most relevant to population-based surveys and censuses. The perspective has greater
advantages than disadvantages in contexts in which clinical assessment of disability in
individuals is possible.

Therefore, this thesis adopts the bio-psycho-social perspective on disability proposed by
the World Health Organization:

Disability is an umbrella term, covering impairments, activity limitations, and

participation restrictions. An impairment is a problem in body function or structure; an

activity limitation is a difficulty encountered by an individual in executing a task or
action; while a participation restriction is a problem experienced by an individual in

involvement in life situations. (World Health Organisation, 2013a, p. 1)

Importantly, this model distinguishes between ‘impairment’ and ‘disability’ (Figure
2.1). Impairment is used to refer to the physical attributes (or loss of attributes) of a person, for
instance limbs, or senses. Disability results when society is unable to give sufficient
accommodation to the needs of the individual with the impairment (Figure 2.1). This
perspective opens the possibility that the well-being of adolescents with disabilities may

improved through improving the support they receive s and by changing their living
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environments in ways that allow greater social participation, even if it is not feasible to
overcome their physical impairment. Therefore, this perspective is also most consistent with the
overall aim of this thesis, which is to apply psychological knowledge to support the well-being
of young people with disabilities without attempting to modify their physical impairment.
Because the WHO definition of disability underlies the International Classification of
Functioning, Disability and Health for Children and Youth (ICF-CY) (World Health
Organisation, 2007) and the World Health Organisation’s Disability Assessment Schedule 2.0
(World Health Organisation, 2013b), these were adopted in the main study in this thesis.

Health Condition
(disorder/disease)

Body Function & Activities Participation
Structure (Impairment) (Limitation) (Restriction)
Environmental Personal
Factors Factors

Figure 2.1: The World Health Organization model of disability (World Health Organisation,
2001)

4.2.2 Gap inresearch in adolescents with visual and physical disabilities

As mentioned earlier, the prevalence and pattern of disability differs markedly between
high-income countries and LAMICs. Although both high-income and LAMICs have highest
disability prevalence in the older group because of increasing age people develop disability due
to chronic diseases and sensory impairments (World Health Organization, 2004, 2011a),
LAMICs have more number of young people with disability than high-income countries (The
World Bank, 2006; United Nations, 2011). The UN estimates that over 80% (150 out of 180
million) of the worldwide population of people with a disability aged 10-24 years live in
LAMICs (United Nations, 1990a). Recently, the Global Burden of Disease study reported
similar results based on available data sources across 17 subregions of the world (World Health
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Organization, 2008). Accordingly, disability prevalence for children 0-14 years of age who has
moderate or severe disability in high-income countries was 2.8%, while this number for
LAMICs ranked from over 4% to 6.4% over six regions of the world (World Health
Organization, 2011a). Physical and visual are the most common disability types (Braithwaite,
Carroll, Mont, & Peffley, May, 2008; Takamine, 2004; UNICEF, 2013; United Nations, 2012a)
In the Asia-Pacific region, for example, 78% of people with disabilities have a physical or a
sensory disability (United Nations, 2012b). This prevalence is even higher in some parts of
Africa (World Health Organization, 2004).

The high prevalence of sensory and physical disabilities among young people in
LAMICs is the consequence of a combination of several distinctive circumstances. First, non-
communicable diseases are a major cause of disability in LAMICs, which bear nearly 90% of
the world’s non-communicable diseases burden (United Nations, 2012a). Second, young people
in LAMICs have an elevated risk of acquiring injuries caused by road traffic accidents and
natural disasters (United Nations, 2012a). Third, in the last 50 years, many LAMICs have
experienced at least one form of armed conflict. Even after these conflicts end, they often leave
unexploded landmines and ordinance and environments contaminated with chemicals such as
Agent Orange/Dioxin (Kett & Ommeren, 2009; Tamashiro, 2010; Tuyet-Hanh et al., 2010).
The cumulative result is many millions of young people with sensory and physical disabilities
can be found in LAMICs.

Despite the large number of young people with disabilities in LAMICs, research on this
population has largely been neglected (Groce, 2004; UNICEF, 1999). They have been
described as the disabled population about whom “we know the least” (Groce, 2004, p.13). This
is because the majority of disability research has been conducted in high-income countries and
has focused on hearing and intellectual disability (Maulik & Darmstadt, 2007). People with
disabilities living in LAMICs have been identified as a major target for future research
(UNICEF, 1999). Fujiura, Park, and Rutkowski-Kmitta (2005) stated:

The imbalance between the sheer size of the developing world and what
little is known about the lives and life circumstances of persons with
disabilities living there should command our attention (Fujiura et al.,
2005, p. 259).

Two gaps in our knowledge about this population concern the conditions in which they

live and their physical and psychological development during childhood. Previous studies on
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disability have focused on the economic and social difficulties experienced by families with
children with a disability (Brinchann, 1999; Read, 2000), or on these children’s relationship
with key adults in their lives (Davis & Watson, 2001). However, without an understanding of
the living conditions and development of children with a disability in LAMICs, service
providers, policymakers and other stakeholders lack sufficient foundation to make informed
decisions to improve their life circumstances and well-being, and the advancement of theory is
constrained (Mont & Cuong, 2011). The current study addressed this gap and provided
background information for Studies 2 and 3, by investigating developmental contexts and
developmental trajectories among children with visual and physical disabilities in a particular

middle-income country with a legacy of war, Vietnam.

4.2.3 Vietnam and its disability situation

Vietnam is a useful setting to explore the lived experiences of children with a physical
and visual disability in LAMICs. It shares many common characteristics with other LAMICs.
First, it has a large number of people with disabilities (National Coordinating Council on
Disability, 2010; Takamine, 2004; The Department of United Nations Population Investigation
in Vietnam, 2011). Although there is no recent data about the prevalence of confirmed
disability cases in Vietnam, it is estimated that this proportion remains high (15.2% in 2004
(Takamine, 2004), 13.5% in 2006 (Mey, 2011) and 15.3% in 2007 (Ministry of Planning and
Investment, 2007)). Second, the majority of people with a disability are young as 50 % are 6-12
years of age (The Department of United Nations Population Investigation in Vietnam, 2011).
Third, the proportion of people who have an acquired disability is high: 90% of Vietnamese
children with disabilities become disabled after five years of age (UNICEF, 2006). Fourth, wars
during the 20th century have left Vietnam with a legacy of landmines, unexplored ordinances
and environmental contamination, which continue to contribute to disability prevalence. Fifth,
as in other LAMICs, the most common types of disabilities in Vietnam are visual and physical
disabilities, which together account for over 50% of all disabilities (Figure 2.3). However, there
is little research about the life of young people with visual and physical disabilities in Vietnam
(UNICEF, 2010).
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4.2.4 Theoretical framework: Bronfenbrenner and Morris’s bio-ecological

framework

Bronfenbrenner and Morris’s bio-ecological theory was deemed to provide the most
suitable framework for investigating the developmental context and outcomes for Vietnamese
children with disabilities. In contrast to other frameworks, which usually concentrate only on
the hierarchy of factors influencing a child’s development (e.g., Maslow, 1943), the distinctive
characteristics of Bronfenbrenner and Morris’s framework are “multiperson systems of
interaction” and the bi-directional developmental effects of the interrelations between persons
and their environments (Bronfenbrenner, 1979, p.21). The acknowledgement in this framework
that these interactions vary across time makes it particularly appropriate for longitudinal
research.

The bio-ecological framework provided a useful structure for organizing the variables
included in this study (Bronfenbrenner & Morris, 2006).

(1) The innermost system in the framework is the Biosystem. This study focused on
four aspects of the child’s biosystem (age, gender and type of impairment), and
documented the developmental trajectory for one biosystem domain (physical
growth).

(2) At the heart of this framework is the child with his/her unique psychological
strengths and weaknesses, skills, beliefs and attitudes. This study focused on the
children’s evaluation of their safety during out-of-home activities, and documented
the developmental trajectory for two child system domains: cognitive skills and

psychosocial well-being.

(3) The Microsystems consists of settings, objects and agents with whom the child
directly interacts (Figure 2.5). This study focused on the quality of the children’s
housing, the quality and quantity of household possessions and preschool and school

attendance.

(4) The Exosystem consists of “the interrelations among two or more settings in which
the developing person actively participates” (Bronfenbrenner, 1979, p.25). These
include the resources, beliefs, and attitudes of agents in the child’s microsystem that
influence the child indirectly by shaping events and the behaviour of agents in the
child’s microsystem. In this study, parents’ trust in the local community was

assessed.
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(5) The Macrosystem comprises cultural characteristics, cultural values, customs, laws
and public policies, community infrastructure, and other community- or nation-wide
conditions. The current study collected data on rural/urban location, language,

religion, and ethnic group membership.

In summary, the developmental contexts of children with visual and physical disabilities
were investigated by examining their microsystem from the perspective of the child’s access to
material capital (number of rooms in house, household crowding, wealth, electricity access, and
toilet access) and social capital (education level of household head, pre-school attendance,
school attendance). In addition, seven other characteristics of children’s developmental
contexts were examined using variables drawn from the biosystem (sex, age, impairment) and
macrosystem (urban/rural location, language, religion and ethnic group membership).
Developmental trajectories were assessed by examining changes over time in developmental
outcomes in two domains. In the biosystem, physical development (stunting, wasting) was
assessed, while in the child system, cognitive development (vocabulary, basic quantitative
skills, basic mathematical skills) was assessed. The study also examined the children’s
psychosocial well-being (life satisfaction).

Several earlier studies of children with a disability have also employed Bronfenbrenner
and Morris’s model (Ben-David & Nel, 2013; Sontag, 1996). For example, Rous, Hallam,
Harbin, McCormick, and Jung (2007) used Bronfenbrenner and Morris’s model to describe
how complex interactions between multiple factors influenced transitions among young
children with disabilities. More recently, Ben-David and Nel (2013) applied Bronfenbrenner
and Morris’s model to guide their investigation of challenges facing children with physical
disabilities in Kwa-Zulu Natal, in South Africa. In the current study, use of Bronfenbrenner and
Morris’s model allowed an exploration of “development and child outcomes as an interaction
between the developing child, his/her environmental context, and the timing of the particular
process being examined”, which has been identified as a need in research (Rous et al., 2007, p.
138).

4.3 Research objectives
The overall aim of this study was to describe developmental and living circumstances of
Vietnamese children with a visual or physical disability. This was achieved though fulfilling

three objectives:
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1. To describe developmental contexts of Viethamese children with a visual or physical
disability;
2. To describe the trajectories of physical and cognitive development and the psycho-

social wellbeing of these children across three time points (1, 5 and 8 years of age),

3. To identify diversity and commonalities in the developmental context and trajectories

across children.

4.4 Methods

4.4.1 Research design

The study adopted a longitudinal quantitative case study approach. Data from children
without disabilities were used as reference points when interpreting the findings for children

with disabilities.

4.4.2 Participants and research sites

4.4.2.1 Origin of the data: The Young Lives study

This study used archival data from the younger Vietnamese cohort in the Young Lives
study®. This cohort included 2000 infants recruited from 20 sentinel sites across Vietnam.
These children were followed from infancy through to mid-childhood. The sample for the
current study consists of the eleven children with either a visual or physical disability who
participated in the Young Lives study. Young Lives provides the only longitudinal research on
children’s development in LAMICs that is available to other researchers.

Selecting sentinel sites. The Young Lives team divided Vietnam into nine zones on the
basis of their socio-economic development. Then they selected five of these zones using four
criteria: (1) geographically inclusive. Samples were drawn from each of three geographic zones
in Vietnam: the North, Centre, and South (2) inclusive of three different levels of economic
development: urban, rural, and remote mountainous areas; (3) over-sampling of children from
poor families; and (4) inclusive of some unique areas of the country, such as those affected by

natural disaster and war (Tuan et al., September 2003). Thus, the study attempted to capture the

1 The data used in this study come from Young Lives, a 15-year study of the changing nature of childhood poverty in Ethiopia,
India (Andhra Pradesh), Peru and Vietnam (www.younglives.org.uk). Young Lives is funded by UK aid from the Department
for International Development with co-funding by the Netherlands Ministry of Foreign Affairs, and Irish Aid.
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diversity in the Vietnamese population but did not attempt to recruit a nationally representative
sample.

Within the five selected zones, the Young Lives project used a process that combined
random and purposive sampling. They selected one province from each of the five zones. Then,
four sentinel sites were selected from each province. Based upon the size of population, each
sentinel site consisted of 2-4 communes. In Vietnam, each province consists of many
communes. A commune has a local government, primary school, commune health centre, post
office and a market. Its average population is approximately 7000 persons (+/- 4000). In cases
in which the selected commune had insufficient numbers of one-year-old children at the time of
recruitment, a neighbouring commune with similar socio-economic conditions was also
selected to reach the quota of index children. In total, there were 31 communes representing 20
sentinel sites (Tuan et al., 2003). In the next step, all children living in the sentinel sites who
were born in January 2000 to the date of survey in the year 200 were identified in a survey
(April to June 2002). A random sample of 100 children aged 6-17.9 months in each of 20
sentinel sites was invited to participate. The non-response rate was less than two percent (36
out of 3000 of families declined the invitation). Replacement sampling was used whenever an
invitation was declined in order to reach the quota of index children (Tuan et al., 2003). The
result of this process was the selection 2000 participants in Round 1 (when participants were
infants) from Lao Cai (North-East region), Hung Yen (Red River Delta), Da Nang (City
affected by past conflicts), Phu Yen (South Central Coast), and Ben Tre (Mekong River Delta)
(Figure 4.1).

As mentioned earlier, the sampling strategy ensured that the Young Lives sample was
not nationally representative of children in Vietnam. However, a comparison between
indicators collected by the Young Lives study and those from the nationally representative
Vietnam Household Living Standards Survey (VHLSS) suggested that the Young Lives sample
remained broadly representative of the Viethamese population (Glewwe, Chen, Katare, 2012).
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5 zones chosen out of 9 zones
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1 province selected from each zone
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4 sentinel sites selected in each province
(2 from poor groups, 1 from average and 1 from better-off groups)
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2-4 communes selected from each sentinel for
100 participants/sentinel

1

In total, 2000 participants recruited from 31
communes of 20 sentinel sites

Figure 4.1: Derivation of the sample recruitment for the Young Lives study

4.4.2.2 Samplein the current study

Two samples were drawn from the 1970 children for whom data were available in
Round 2 (when the children were around 5 years of age): a sample of children with a physical
or a visual disability (n = 11) and a reference sample of children without a disability or long-
term health problems (n = 1753). Data for these children were available at three time points:
during infancy (hereafter referred to as 1 year of age), and at 5 and 8 years of age.

Children with a disability were identified by parent-report when the children were 4-5
years of age. In accord with the WHO definition, the questions that identified disability asked
about the child’s functioning rather than about specific medical conditions, and ensured that
transitory impaired functioning was not reported. Parents who answered “Yes” to the question,

“Does the child have long-term problems?”” were asked follow-up questions to clarify whether
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this problem impaired one of the six key domains of functioning identified by WHO (walking:
“Can child walk?; self-care: “...move arms and legs?; vision: “...see?”’; hearing: ‘...hear?’;
communication: “...speak/understand others?; concentration and remembering: “...learn to do
things?”). The use of questions that required a “Yes/No” categorical response is likely to have
excluded children with mild or moderate disabilities. Children whose parents indicated that
they could not see formed the “visual disability” group. Children whose parents indicated that
they could not walk, or that they could not move one or more arms or legs, formed the
“physical disability” group. It should be noted that many of the underlying physical conditions
that led to long-term impaired functioning among children in the Young Lives Study are
unlikely to have had this result in a high-income country. For example, even 20 years after the
children in the Young Lives Study were born, many children in Vietnam with myopia (near-
sightedness) and other refractive errors do not have access to corrective lenses during their
childhood (Limburg et al, 2012). It is therefore possible that some children with uncorrected
severe refractive errors were correctly judged by their parents as being unable to see and were
therefore included in the visually disabled group in this study. This outcome is consistent with
the WHO conception of disability, which focuses on impaired functioning rather than the
nature of the underlying medical condition.

The reference sample of children without a disability was created by excluding all
participants with other types of disability and long-term health problems. This resulted in a
reference sample of 1753 children without disability.

As the Young Lives study focused on poverty, the majority of the sample lived in rural
areas. This was also reflected in the sample of children with disabilities. Nine out of the eleven
children with a disability were located in rural or remote areas. Two children belonged to a
minority ethnic group (H’Mong) while the rest were Kinh (Table 4.1). Despite the long history
of Buddhism in Vietnam, the majority of parents reported that they had no religion (8/11),
which was in line with the current communist political philosophy. The average age of the
children at each of the three time points is shown in Table 4.2.

One noteworthy characteristic of the sample of children with a disability is that all
eleven children had an adventitious (i.e., postnatally acquired) disability. That is, because of

disease or injury, they acquired their disability between infancy and 5 years of age?. Such a

2 It can be concluded that all of the children in this study had acquired their disability postnatally
because none of the parents who identified that their child had a physical or visual disability when the
children were 8-9 years of age indicated that their child had a “long term problem” when their child was
approximately 12 months of age. Because the screening questions identified only those children who
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pattern is not typical in high-income countries but it is consistent with previous reports showing
that globally approximately 90% of children with disabilities in LAMICs become disabled after
birth (UNICEF, 2006). However, it is unusual that none of the children had a congenital
disability resulting from exposure to Agent Orange, despite Da Nang being a site for
recruitment. There appear to be two likely explanations for the absence of congenital
disabilities in the current sample: (1) children born with congenital disabilities might not have
been invited to participate in the study or parents of those children declined the invitation to
participate; and (2) Children with congenital disabilities had a very high mortality rate between
their recruitment in infancy and 5 years of age, when the sample for the current study was
selected. Data collected during infancy suggests that the former reason is most likely. No

participants in the Young Lives study acquired a disability between 5 and 8 years of age.

had severe visual or physical disabilities, it is highly unlikely that parents were unaware that their child
had a disability at 12 months of age if it had been present from birth.
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Table 4.1: Demographic characteristics of the sample with disability and the reference sample

without a disability

Sample Location (%) Language (%)  Ethnicity (%) Religion (%)
Disabled Rural 81.8 Vietnamese 81.8 Kinh 81.8 Noreligion 81.8
(n=11) H’Mong 18.2 H’Mong 18.2 Cao Dai 18.2
Non-disabled Rural 80.6 Vietnamese 86.4 Kinh 84.9 Noreligion 72.7
(n=1753) H’Mong 58 H’Mong 5.9 Buddhist 18.2
Dao 1.7 Dao 1.9 Ancestorworship 9.1
Tay 1.5 Tay 1.8 Christian, Cao 2.2
Nung 0.9 Nung 1.5 daiand others
Other 2.7 E’de 0.1

Note. n = Numbers of participants.

Table 4.2: Ages at three data collection points for the sample with a visual or physical

disability and the reference sample without a disability

Child age (years)

Data point and sample M (SD)
Infancy
Disabled 1.00 (0.25)
Non-disabled 0.97 (0.27)
5 years
Disabled 5.20 (0.43)
Non-disabled 5.30 (0.32)
8 years
Disabled 8.18 (0.29)
Non-disabled 8.09 (0.31)

Note. M = Mean; SD = Standard deviation
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4.4.3 Measures and procedure

Not all the variables relevant to developmental context and developmental trajectories

could be investigated at all three ages. The data collection plan used in the Young Lives study is

outlined in Table 4.3.

Table 4.3: Data collection plan for variables investigated in Study 1

Variable

Three waves of data collection

1 year 5 years 8 years
(2002) (2006) (2009)

Developmental context
Biosystem
Gender
Age
Type of impairment
Microsystem
Material capital
Wealth Index score
Number of rooms
Household size
Electricity access
Toilet access

Social capital

Education level of household

head
Preschool attendance

School attendance

X X X X X
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Exsosytem

Parents’ perceptions of safety X X X
Macrosystem

Urban/rural location X

Ethnicity X

Language X

Child outcomes
Biosystem

Faltering of physical growth

Stunting X X X
Wasting X X
Child system

Language skills
Vocabulary (PPVT-III) X X

Reading (EGRA) X

Numeracy skills
Basic numeracy skills (CDA-Q) X
Basic mathematical skills (IEA) X
Psychosocial well-being
Current life satisfaction X X

Expected future life satisfaction X

Note. PPVT Ill = Peabody Picture Vocabulary Test - Third edition, EGRA = Early Grade
Reading Assessment, CDA-Q = Cognitive development Assessment-Quantity, IEA = Test

developed by International Evaluation Association.
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Developmental context. The quality of two domains of children’s developmental
context was assessed: material capital and social capital. Material capital was assessed using
five variables: wealth index, number of rooms in the house, household size (e.g., number of
people living in the house), access to electricity and access to a toilet.

The wealth index is a composite measure that allows direct comparisons of wealth over
time regardless of economic inflation. It is a simple average of three equally weighted
elements: housing quality, consumer durables and access to services. Each of these individual
indexes is made up of a subset of items. Specifically, housing quality was the simple average of
the number of rooms per person and scores for the quality of the wall, roof and floor materials.
The consumer durables score was the scaled sum of household possessions such as a radio,
refrigerator, bicycle, motorcycle, car, mobile telephone, landline telephone, fans and a
television. Quality of access to services was the simple average of scores for access to drinking
water, electricity, toilet and fuel (e.g., if the household is able to use gas, electricity, kerosene
or paraffin for cooking). Data about the number of rooms, household size, electricity access and
toilet access were obtained by parent reports on single-item measures, except the wealth index.
The wealth index is scored on the index range between 0 and 1, in which a higher wealth index
indicates a higher socio-economic status. It can be classified into four groups: poorest (< 0.25),
very poor (0.25-0.49), less poor (0.5-0.74), and better off (> 0.75) (Tuan et al., 2003).

Measures of social capital focused on perceptions of the level of child safety in out-of-
home contexts, adults’ level of education and preschool or school attendance. Parents reported
the highest level of education they had completed. They also reported whether their child
attended pre-school (5 years) and school (8 years); and if so, they also provided information
about how long it took for the child to travel to school, what mode of transport they used, who
they travelled with, and how well they performed in class. At 8 years of age, the children also
provided self-reports about two aspects of out-of-home safety: frequency of physical
punishment delivered by teachers and their perception of the level of safety in their community.

Developmental outcomes. Three domains of developmental outcomes were assessed:
physical development, cognitive development and well-being. Height-for-age and weight-for-
height were used to assess faltering in physical development. Very low height-for-age, known
as stunting, reflects long-term malnutrition or exposure to chronic illness (World Health
Organization, 2007b). In contrast, very low weight-for-height, known as wasting, usually

indicates recent malnutrition or acute illness. Data were in the form of z-scores calculated with
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reference to the WHO universal child growth standards (World Health Organization, 1995).
These scores were calculated using the formula below:

Z-score (or SD-score) = (observed value - median value of the

reference population) / standard deviation value of reference

population (World Health Organization, 1997, p.49)

The advantage of using the z-score was that results for height-for-age and weight-for-
height were comparable across age groups and genders.

The current study interpreted z-scores in two ways. First, the prevalence of stunting
and wasting was calculated using the cut-off score (z < -2) established by the WHO Global
Database on Child Growth and Malnutrition. This cut-score led to 2.3% of the WHO
international reference population being classified as malnourished on each measure (World
Health Organization, 1997). Therefore, this study used 2.3% as one point of comparison
when judging whether prevalence of stunting or wasting in the current study was elevated.
Second, the prevalence of stunting and wasting among children with a disability was
interpreted with reference to the prevalence in the sample of Vietnamese peers without
disabilities or chronic illnesses.

Cognitive development was assessed using age-appropriate measures that captured
vocabulary, language and numeracy skills.

Vocabulary. A Vietnamese language adaptation of the English Peabody Picture
Vocabulary Test-111 (PPVT-I11) was administered to children at 5 and 8 years to assess the size
of their receptive vocabulary (Cueto & Leon, 2012; Cueto, Leon, Guerrero, & Mufioz, 2009;
Dunn & Dunn, 1997). The PPVT-IIl comprises 17 sets containing 12 words each. The level of
difficulty increases from the initial set to the 17" set. Testing began with a *“basal’ set which
was determined by the child’s age. Each item in a set consists of four line drawings. The child’s
task is to indicate which of the drawings depicts the word spoken by the administrator. If the
child correctly answers 11 or 12 items in the basal set, the administrator proceeds to the next,
more difficult, sets until the child is not able to correctly answer at least five out of 12 items in
the set. The psychometric characteristics of the Vietnamese adaptation of the PPVT-I11 were
examined by Young Lives researchers. Results indicated a high level of test re-test reliability
and validity (Cueto &Leon, 2012). The score is the sum of correct items recorded across all
sets. The current study used the corrected PPVT-I11 score. After excluding missing cases and

improperly administered cases, PPVT-111 scores were available for 1747 children.
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Reading. At 8 years of age, language skills were also examined using a Vietnamese
adaptation of Early Grade Reading Assessment (EGRA) (Glewwe, 1991). This test was
developed by the United States Agency for International Development. It focuses on early
reading and listening skills. The Young Lives project used three of the available sub-tests: (1)
familiar word identification (the number of words read without mistakes in one minute); (2)
reading comprehension (the number of words read without mistakes in one minute and the
number of correct responses on a reading comprehension test); and (3) listening comprehension
(the number of correct answers to questions based on a text that was read to the child). The
corrected scores for these four sub-tests were subjected to an exploratory factor analysis to
produce a global score for EGRA. Psychometric characteristics of the EGRA scores were tested
by the Young Lives team. Scores were corrected for items with poor reliability and validity
(Cueto & Leon, 2012).

Basic numeracy skills. At 5 years, numeracy skills were assessed by the quantity sub-
tests of the Cognitive Development Assessment (CDA-Q), which was developed by the
International Evaluation Association (Lund et al, 2012). The CDA-Q test consists of 15 items.
However, one of the 15 questions (question 6) was excluded because it had little relationship
with the average score on the test. In each item, the child was asked to pick an image from a
selection of three or four choices that best reflected the concept provided by the examiner.
Quantitative notions (e.g., a few, most, nothing, equal, a pair, etc.) were assessed with
statements such as “Point to the plate that has a few cupcakes”. The raw score is the sum of
correct answers, (possible range: 0-14). The Young Lives team collected valid data for 1906
children at 8 years of age.

Mathematical skills. At 8 years, a mathematics achievement test was administered. It
contained 29 items relating to counting, number discrimination, knowledge of numbers, and
basic operations with numbers. Specifically, nine items related to number identification and 20
items related to addition, subtraction, multiplication and division. To avoid bias resulting from
poor reading skills, this test was conducted as a verbal interview in the child’s preferred
language. Items with low reliability and validity were corrected to produce new data with
strong psychometric characteristics (Cueto & Leon, 2012). The resulting test had high internal
consistency (co-efficient > 0.80) (Cueto & Leon, 2012).

Well-being. Two domains of children’s life satisfaction were assessed: current life
satisfaction and expected future life satisfaction. Both single-item questions asked children to

rank their life satisfaction on a nine-point scale in response to the following prompt: “Suppose
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there are nine steps in this ladder, in which the top step of the ladder (score of 9) represents the
best possible life and the bottom step (score of 1) represents the worst possible life”. Current
life satisfaction was assessed by the question “Where on the ladder do you feel you personally
stand at the present time?” A parallel question assessed the respondents’ predictions of what
their satisfaction with life would be in four years time: “Where on the ladder do you feel you

personally will stand at the end of the next four years?”

4.4.4 Research design

To describe the life circumstances and developmental trajectories of children with
disabilities in the years preceding adolescence, this study employed an observational
longitudinal design that covered the years between infancy and middle childhood. Data from 11
children with a visual or physical disability were interpreted with reference to parallel data
from a large sample of peers without a disability (n = 1753). It is important to know that the
non-disabled group played a reference role, not comparison due to the large disparity in
number. Variable-focused analyses and person-focused analyses were used to capture the

unigueness of each case as well as patterns observed across the sample.

4.5 Results
The results are discussed here in three sections: screening data, variable-focused

analyses and person-focused analyses.

4.5.1 Screening and cleaning the data set

Screening of the data identified no scores falling outside the possible range. Missing
continuous data at an individual level had been replaced by variable medians at the community
level by the Young Lives team. In total, less than 5% of data were missing. By far the highest
percentage of missing data (2.6%) concerned father’s highest level of schooling (Behrman et
al., 2013). Such a low percentage of missing data is believed to be unlikely to bias the
outcomes of the analyses (Tabachnick and Fidell, 2007).

4.5.2 Variable-focused analyses

The variable-focused analyses were selected to capture the:
(1) developmental context of children with a visual or physical disability using
descriptive statistics about the cultural context (urban/rural location, ethnicity, language,

religion), and the child’s access to material capital (number of rooms in a house, household
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size, wealth index, electricity access, toilet access) and social capital (parents’ education,
education of household’s heads, parents’ educational aspiration for their child, pre-school
attendance, school attendance);

(2) their developmental outcomes using descriptive statistics about physical
development (stunting, wasting), cognitive development (language, mathematics skills) and

well-being.

45.2.1 Developmental context of the Viethamese children with disabilities
Cultural context. The majority (over 80%) of children with and without a disability

lived in arural area. Most participants were from families in the dominant Kinh ethnic group,

were from families that followed no religion and spoke Vietnamese as their first language
(Table 4.1). However, two out of 11 children came from the H’Mong minority ethnic group.

Material capital. Although there were notable exceptions, most Vietnamese families
experienced extreme material deprivation. This was true for families with children with a
disability and also for families without children with a disability. The mean wealth index for
each of the three rounds of data collection (child ages 1, 5 and 8 years) in both groups ranged
from 0.37 to 0.61 indicating that most families were extremely poor or very poor at all time
points (Graph 4.1).
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Graph 4.1: Mean wealth index scores at three time points for families with and without a child

with a disability

The findings for the wealth index were confirmed by the more specific measures of the
children’s living conditions. Houses containing only single room were the most common type
among both families with an infant who later developed a disability (6 out of 11 - 54.5%) and
families with an infant who did not develop a disability (41.5%). At 5 years of age, over 70%
of families in both groups still lived in one- or two-room houses. The majority of these houses
were used by four or more people: families with four or more members accounted for 81.8% to
100% of families with a disabled child, and 78.6% to 82.9% of families without a disability
when children were at 1 and 5 years old respectively.

In addition, most of the families of children with a disability did not have access to a
toilet. Moreover, some of those who did have access to a toilet used a very simple “long drop”
toilet over a fish pond. Families without access to a toilet used open places such as a forest or

field. In contrast, most families of a child with a disability had access to electricity (
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Table 4.4).
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Table 4.4: Toilet and electricity access among two groups of Vietnamese children

No household toilet No electricity access

Child age % %
Infancy

Children who later acquired a 72.7 18.2

disability

Children who did not acquire a 36.3 15.7

disability
5 years

Children with a disability 63.6 18.2

Children without a disability 54.3 5.3

Social capital. Parents’ education, their own access to schooling, and personal safety
are all important domains of social capital for children.

Parents’ education. About one third of the parents of children with a disability had not
completed primary school (Table 4.5) The level of education of the head of household for these
children was also low (heads of household are often grandparents).

Parents’s educational aspirations for their child. Despite having a low level of
education, parents had high aspirations for the education of their child with a disability. Seven
out of 11 (63.3%) parents hoped their child would be able to complete university. This
percentage was 76% for parents whose child did not have a disability. All parents of a child

with a disability hoped that their child would complete high school.
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Graph 4.2: Mean score of wealth index at three time points for the two groups

Table 4.5: The percentage of parents and household heads who had not completed primary

school

Sample Household head (%) Father (%) Mother (%)
Children with a 63.6 33.3 30
disability, n=11 (n=7) (n=3) (n=3)
Children without a 29.1 20.9 24.4

disability, n = 1753

Note. n = number of participants.

Pre-school and school attendance. The vast majority of parents acted on their high educational
aspirations by ensuring that their children attended pre-school from 3 years of age and that they
attended school at 5 years of age (Table 4.6). The most crucial reasons for this early education

involvement were (1) the parents’ awareness of the importance of their child mixing with other
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children of the same age (40% for children with a disability and 33.0% for children without a
disability) and (2) to help their child prepare for school (50% for children with a disability and
31.5% for children without a disability). Other less prevalent reasons for sending their child to
pre-school and school included: to keep the child “out of the way” at home, there was no one
available to look after the child at home, the child’s sibling went there, the child received

nutritious food there, or to provide safe care when parents worked outside the home for money.

Table 4.6: Schooling of the children at 5 years of age

Sample Attended  Currently School Took >15 Transportation Feel “in  Travelling
pre- attending performance minutes mode % danger” without
school school isgood (%) togoto when adults (%)
from 3 (%) school travelling
years (%) (%) to school

(%)

Children 90.9 100 90 54.5 Walk: 54.5 36.4 36.4

with a . )

disability Bicycle: 27.3

(n=11)

Children 90.5 97.9 717 42.4 Walk: 41.3 32.8 29.2

without a . .

disability Bicycle: 32.4

(n=1753)

Note. n = number of participants

The high percentage of the children with disabilities attending school is notable because
more than half of the children with visual and physical disabilities needed to complete a
lengthy walk to school every day, and one third made this journey without the assistance of
adults (Table 4.6). Despite these challenges, most children with a disability were perceived by
their parents to be doing well at school. At 5 years of age, 90% of these children (nine out of
ten) also reported that their school performance was “good” or “excellent”.

Schooling of children at 8 years of age. School attendance among children with and
without disabilities remained high when they were 8 years old (Graph 4.2). Over 90% (10 out
of 11) of the children with visual and physical disabilities attended school. In addition, despite
the fact that the majority of children with a disability walked to school alone and felt in danger
on the way, 90% of them had not been absent for over one week in the previous year. However,
children’s rating of their school performance at 8 years of age was more modest than that at 5

years of age. Almost half of the children with a disability reported that they had worse
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performance than their peers, while the remainder reported that their performance was about

the same as their peers (Table 4.7).

Table 4.7: Schooling of children at 8 years of age

Currently attending  No school absence Performance compared

sample school more than one week in  to classmates
previous year

Children with a 90.9 90 Worse: 44.4
disability The same: 55.6
(n=11) Better: 0
Children withouta  98.4 95.7 Worse: 19.4
disability The same: 56.7
(n=1753) Better: 23.8

Note. n = number of participants.
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Graph 4.3: Pre-school and school attendance for Vietnamese children at two time points

Out-of-home safety. There were a variety of measures of children’s safety in out-of-
home contexts. The frequency with which students were exposed to the risk of physical
punishment was partly revealed via their responses to the question “In the last week, did you
see a teacher used physical punishment on other students?”” Most children with a disability
reported that their teachers used physical punishment. In some cases it was used very
frequently. About one third of children reported that they observed their teachers using physical
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punishment “most or all of the time” (Table 4.9). Because the wording of the question was
designed to avoid the personal-group discrepancy in reporting adverse events, it remains
unclear whether or not children with a disability were spared from this threat to their safety.

In addition, at 8 years of age, many children with a disability (36.4%) reported that they
felt in danger on the way to school because the journey was often long and usually completed

without adult supervision.
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Table 4.8: Frequency with which teachers were reported to use physical

punishment on students at 8 years

Children with a disability Children without a disability

_ (%) (%)
Frequency of physical (n=11) (n=1753)
punishment
Never 44.4 (n=4) 42.3
Once or twice 223 (n=2) 29.8
Most/all of the time 33.3(n=3) 27.9
Refused to answer or missing 18.2(n=2) 0.1

Note. n = number of participants.

In addition, a minority of parents and children expressed concern about the level of
child safety in their community (Graph 4.4). More than one in five parents and children
reported that they did not feel safe on each of the four relevant items.

100
90
80

70
6
5
4
3
2
1

Parents can trust people in  Parents trust neighbour to  Children feel safe in their ~ Children feel safe to go out
the community at year 1 look after their child at 5 neighbourhod at 8 years alone at 8 years
years

O O O O O o o

m Children with a disability =~ = Children without a disability

Graph 4.4: Percentage of respondents who reported feeling safe on diverse measures of
community safety

102



Summary. Most of the young Vietnamese children with a visual or physical disability
in Study 1 had developmental contexts characterized by extreme material deprivation. Two
domains, crowded housing and poor access to sanitation, were likely to have implications for
their health. In addition, the significant adults in these children’s lives often had low levels of
education. most of the children with a visual or physical disability in this study showed
evidence of growth faltering in the form of stunting and/or wasting at least one age. Despite
this, they had high aspirations for their children’s education, which were associated with high
levels of pre-school and school attendance. A large minority of parents and children also
perceived that there were threats to the child’s safety in one or more out-of-home contexts.
Such developmental contexts present many challenges and few resources for positive

development among these young children.

45.2.2 Developmental outcomes for Vietnamese children with disabilities

Physical development

Height-for-age and weight-for-height were used to identify growth faltering. When
interpreting findings during infancy, and change over time, it should be noted that all the
children acquired their disability between the data collection point during infancy and the data
collection point at 5 years of age. All eleven children with disabilities acquired their disability
postnatal during early childhood.

At every age, children with a visual or physical disability had a mean z-score for height-
for-age that was low relative to the WHO Universal Child Growth Standards (World Health
Organization, 2007b). This was also true for the reference sample of children without a
disability (Table 4.9 and Graph 4.5). At all three ages, 63% of the children with a disability met
the criterion for stunting (z-score < -2). This finding suggested that the majority of children
with a disability in this study experienced long-term malnutrition or chronic illness. In addition,
while some children without disabilities who were stunted during infancy recovered by 8 years

of age, no children with a disability did so.
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Table 4.9: Mean z-score for height-for-age among the Vietnamese children with and without

disabilities at three points in time

1 Year

5 Years 8 Years

Sample M SD

M SD M SD

Children with -1.00 3.86
disabilities

(n=11)

Children -1.12 1.28
without

disabilities

(n = 1753)

-2.01 1.10 -2.08 1.76

-1.34 1.11 -1.09 1.07

Note. n = Number of participants. M = Mean score. SD = Standard deviation.
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Graph 4.5: Mean z-scores for height-for-age for Vietnamese children with and without
disabilities

Data for weight-for-height were available only during infancy and at 5 years. The mean
z-scores for weight-for-height among children with a disability was within the normal range at
both ages (Graph 4.5). Only one child with a disability showed evidence of wasting during
infancy (i.e., before the disability was acquired) but four children met the criterion for wasting

at 5 years of age (after their disabilities had been acquired).
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Graph 4.6: Mean score of weigh-for-height z-score (wasting) among Vietnamese children with

and without a disability

In summary, most of the children with a visual or physical disability in this study

showed evidence of growth faltering in the form of stunting and/or wasting at at least one age.

Cognitive development

Data for several domains of language development and two domains of numeracy were
available at 8 years of age. For one domain of language, receptive oral vocabulary, data were
also available at 5 years of age.

Receptive oral vocabulary. As expected, the size of the Vietnamese language
vocabulary of children with a visual or physical disability increased significantly between 5 and
8 years of age (Graph 4.7). However, at both time points, the children with a disability had

small vocabularies.
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Graph 4.7: Mean scores on Peabody Picture VVocabulary Test-111 for Vietnamese children with

and without a disability

Reading. The global scores for the EGRA were available for only eight out of eleven
children with a disability. They seems had a reasonable level of reading.

Understanding of concepts concerning quantity. Understanding of quantity among
children with a disability was examined by inspecting raw scores from the Cognitive
Development Assessment-Quantity (CDA-Q) and interpreting these with reference to scores
from 1753 non-disabled peers. At 8 years of age, many children with a visual or physical
disability shared a good level of understanding of concepts relating to quantity. The mean score
from the reference disabled group show that they also achieved this level (Children without a
disability: M =9.78, SD = 2.50).

Basic mathematical skills. Many children with a disability correctly answered about
half of the mathematical problems that assessed skills in counting, number discrimination,
knowledge of numbers, and basic operations. Children without a disability achieved average
scores (M = 17.59, SD =5.48).

Summary of findings for cognitive development. At 8 years of age, children with a
visual or physical disability performed at a level comparable to their peers without a disability
on all domains except receptive oral vocabulary. The size of the receptive oral vocabulary of
children with a disability was somewhat smaller than that of children without a disability at

both 5 and 8 years of age.
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Psychosocial well-being

At 5 years of age, children rated their current and expected future life satisfaction. At 8
years, only one domain was rated: their current life satisfaction. The results showed that at 5
years, children in both groups rated their current life satisfaction below the midpoint on the 9-
point scale (i.e., < 5) (Graph 4.8). At 8 years of age, this remained true only for the children
with a disability.

9 - —@— Children with a disability

8 - --@-- Children without a disability
7 |

6 -

5 |
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3

2 |

1 , .

5 years 8 years

Graph 4.8: Mean rating of current life satisfaction by Vietnamese children with and without a

disability

At 8 years of age, children’s expectation about their life satisfaction remained under the
midpoint on the 9-point scale (Graph 4.8). There was no evidence that current life satisfaction
for children with a disability increased between 5 and 8 years of age. Responding to the
question, “Where do you think you will be on the ladder in four years time?”” many children
with a disability expected that their life satisfaction would remain below the midpoint on the
scale (Graph 4.9).
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In summary, children with a disability had current life satisfaction, and expected future
life satisfaction, that were objectively low.

Summary of variable-focused analyses. Overall, although many children in both
groups were raised in difficult circumstances, children with a disability showed particularly
high levels of material deprivation, especially in terms of housing quality and access to basic
amenities. In addition, the prevalence of growth faltering appeared to be high among children
with a disability. They showed low levels of current and expected future life satisfaction. In
contrast, children with a disability showed good cognitive performance in many aspects, except

oral receptive vocabulary.

4.5.3 Person-focused analyses

Each of the eleven Vietnamese children with a disability had a unique story in terms of
their living context and developmental trajectory (Table 4.10). However, it was possible to
identify a number of patterns in the data. The names used in the case studies have been changed

to preserve confidentiality.
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Table 4.10. Summary of developmental context and outcomes of eleven children with disabilities

Participant Developmental context Developmental outcome
Cultural Material Developmental 1 year 5 years 8 years
ID: Mot Ethnicity: Kinh No of rooms: 1 Premature or low  Stunting (zhfa): Stunting (zhfa): Stunting (zhfa):
Girl with visual Language: Household size: 7 birth weight: No Yes Yes -2.25 - Yes
disability Vietnamese Electricity: No In school at 5: Yes Wasting (zwfh): PPVT (vocabulary): 67
Religion: Nil Toilet: No In school at 8: Yes Wasting (zwfh): -1.64 - No EGRA(reading): 306
Location: Urban Wealth index-Y1: Education of -1.80 - No PPVT (vocabulary): Maths: 13
0.35 household: 35 SWL:7
Wealth index-Y5: Completed CDA (cognition): 12
NA primary SWL: 4
Community trust:
Yes
ID: Hai Ethnicity: Kinh No of rooms: 3 Premature or low  Stunting (zhfa): Stunting (zhfa): Stunting (zhfa):
Girl with visual Language: Household size: 3  birth weight: No Yes - 4.23 No -1.04 - No
disability Vietnamese Electricity: Yes In school at 5: Yes Wasting (zwfh): PPV T (vocabulary): 57
Religion: Nil Toilet: Yes In school at 8: Yes Wasting (zwfh): -0.38 - No EGRA(reading): 299
Location: Rural Wealth index-Y1: Education of -0.57 - No PPV Tocabulary): 16 Maths: 21
0.59 household: CD A (cognition): 6 SWL:5
Wealth index-Y5: Completed SWL: 4
NA primary
Community trust:
Yes
ID: Ba Ethnicity: Kinh No of rooms: 3 Premature or low  Stunting (zhfa): Stunting (zhfa): Stunting (zhfa):
Girl with visual Language: Household size: 5  birth weight: No -3.90 - Yes Yes -2.58 - Yes
disability Vietnamese Electricity: Yes In school at 5: NA Wasting (zwfh): PPV T (vocabulary): NA
Religion: Nil Toilet: No In school at 8: No  Wasting (zwfh): -2.09 - Yes EGRA(reading): NA
Location: Rural Wealth index-Y1: Education of -1.80 - No PPV T (vocabulary): Maths: NA
0.53 household: NA SWL: NA
Wealth index-Y5: Completed CDA (cognition): NA
NA primary SWL:1
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ID: Lan
Girl with visual
disability

ID: Tam
Girl with visual
disability

ID: Che
Girl with visual
disability

ID: Bay
Boy with physical

Ethnicity: Kinh
Language:
Vietnamese
Religion: Nil
Location: Rural

Ethnicity: Kinh
Language:
Vietnamese
Religion: Cao dai
Location: Rural

Ethnicity:
H’Mong
Language:
Vietnamese
Religion: Nil
Location: Rural

Ethnicity: Kinh
Language:

No of rooms: 1
Household size: 4
Electricity: Yes
Toilet: No
Wealth index-Y1:
0.25

Wealth index-Y5:
NA

No of rooms: 3
Household size:
10

Electricity: Yes
Toilet: other
Wealth index-Y1:
0.45

Wealth index-Y5:
0.31

No of room: 1
Household size: 7
Electricity: No
Toilet: No
Wealth index-Y1:
0.04

Wealth index-Y5:
0.17

No of room: 1
Household size: 7

Community trust:
Yes

Premature or low
birth weight: No
In school at 5: Yes
In school at 8: Yes
Education of
household:
completed primary
Community trust:
Yes

Premature or low
birth weight: No
In school at 5: No
In school at 8: Yes
Education of
household:
Completed
primary
Community trust:
Yes

Premature or low
birth weight: No
In school at 5: Yes
In school at 8: Yes
Education of
household: No
Community trust:
Yes

Premature or low
birth weight: No

Stunting (zhfa):

-2.54 - Yes

Wasting (zwfh):

-1.67 - No

Stunting (zhfa):

-2.07 - Yes

Wasting (zwfh):

0.21-No

Stunting (zhfa):

-6.29 - Yes

Wasting (zwfh):

-1.64 - No

Stunting (zhfa):

-6.16 - Yes

Stunting (zhfa):
-3.29 - Yes
Wasting (zwfh):
-1.96-No

PPVT (vocabulary):
19

CDA (cognition): 12
SWL: 1

Stunting (zhfa):
-2.03 - Yes
Wasting (zwfh):
-1.72-No

PPVT (vocabulary):
32

CDA (cognition): 10
SWL: 3

Stunting (zhfa):
-2.70 - Yes
Wasting (zwfh):
-3.39-No

PPVT (vocabulary):
11

CDA (cognition): 7
SWL: 3

Stunting (zhfa):
-2.21 - Yes

Stunting (zhfa):
-1.47 - Yes
PPV T (vocabulary): 65
EGRA(reading)Z 286
Maths: 15

SWL: 4

Stunting (zhfa):
-2.16 - Yes
PPV T (vocabulary): 49
EGRA(reading): NA
Maths: 4

SWL: 2

Stunting (zhfa):
-2.88 - Yes
PPV T wvocabulary): 41
EGRA(reading): 259
Maths: 5

SWL: 4

Stunting (zhfa):
-2.00 - Yes
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disability

ID: Tom
Boy with physical
disability

ID: Chin
Boy with physical
disability

ID: Muoi
Boy with physical
disability

Vietnamese
Religion: Nil
Location: Rural

Ethnicity: Kinh
Language:
Vietnamese
Religion: Cao dai
Location: Rural

Ethnicity: Kinh
Language:
Vietnamese
Religion: Nil
Location: Rural

Ethnicity: Kinh
Language:
Vietnamese
Religion: Nil
Location: Urban

Electricity: Yes
Toilet: No
Wealth index-Y1:
0.29

Wealth index-Y5:
0.44

No of rooms: 2
Household size: 6
Electricity: Yes
Toilet: Yes - flush
Wealth index-Y1:
0.69

Wealth index-Y5:
79

No of room: 1
Household size: 4
Electricity: Yes
Toilet: No
Wealth index-Y1:
0.42

Wealth index-Y5:
68

No of room: 1
Household size:
11

Electricity: Yes
Toilet: No
Wealth index-Y1:
0.52

Wealth index-Y5:

In school at 5: No
In school at 8: Yes
Education of
household: No
Community trust:
Yes

Premature or low
birth weight: No
In school at 5: Yes
In school at 8: Yes
Education of
household: No
Community trust:
Yes

Premature or low
birth weight: No
In school at 5: Yes
In school at 8: Yes
Education of
household: No
Community trust:
Yes

Premature or low
birth weight: No
In school at 5: Yes
In school at 8: Yes
Education of
household: No
Community trust:
Yes

Wasting (zwfh):
-0.49 - No

Stunting (zhfa):
-0.34 - No

Wasting (zwfh):
-1.70 - No

Stunting (zhfa):
0.05 - No

Wasting (zwfh):
-0.50 - No

Stunting (zhfa):
7.50 - wrong data

Wasting (zwfh):
-2.23-Yes

Wasting (zwfh):
-2.86-Yes
PPVT (vocabulary):
25

CDA (cognition): 12
SWL:3

Stunting (zhfa):
-1.52 - No
Wasting (zwfh):
-1.86-No

PPVT (vocabulary):
22

CDA (cognition): 11
SWL:5

Stunting (zhfa):
-0.67 - No
Wasting (zwfh):
-1.43-No

PPVT (vocabulary):
NA

CDA (cognition): 8
SWL: 4

Stunting (zhfa):
-0.29 - No
Wasting (zwfh):
-0.83-No

PPVT (vocabulary):
52

CDA (cognition): 12
SWL: 1

PPV T wocabulary): 57
EGRA(reading): 292
Maths: 16

SWL: 8

Stunting (zhfa):
-1.12 - No
PPV T wocabulary): 57
EGRA(reading): 249
Maths: 12

SWL: 9

Stunting (zhfa):
0.22 - No
PPV T (vocabulary): 78
EGRA(reading): NA
Maths: 19

SWL:8

Stunting (zhfa):
0.23 - No
PPV T (vocabulary): 89
EGRA(reading): 304
Maths: 23

SWL: 3
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ID: Alang Ethnicity: No of room: 2 Premature or low  Stunting (zhfa): Stunting (zhfa): Stunting (zhfa):
Boy with physical H’Mong Household size: 4  birth weight: No -2.37 - Yes -2.84 - Yes -2.97 - Yes
disability Language: Electricity: No In school at 5: Yes Wasting (zwfh): PPV T (vocabulary): 43

Vietnamese Toilet: No In school at 8: Yes Wasting (zwfh): -1.03-No EGRA (reading): 282

Religion: Nil WI-Y1:0.01 Education of -0.53 - No PPVT (vocabulary): Maths: 9

Location: Rural Wealth index-Y5:  household: No 17 SWL: 2

NA Community trust: CDA (cognition): 6
Yes SWL: 2

Note. Y1 = 1 year of age, Y5 =5 years of age, PPVT = Peabody Picture Vocabulary Test-111, CDA = Cognitive Development Assessment,
EGRA = Early Grade Reading Assessment, SWL = Subjective Well-being. NA = No answer.
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45.3.1 Diversity in development of the children with disabilities

In order to capture diversity in living conditions and developmental outcomes, several
case studies will be presented.

Differences in the life circumstances and outcomes of children of the same age, gender
and impairment can be demonstrated by comparing the lives of two girls with visual
disabilities. Participant Mot was a girl with a visual disability. Her family of three people
shared a two-room house in a city. The fact that they did not have a toilet in a city was unusual
and it was possible that they used a shared toilet with neighbours. Even though living in an
urban setting is commonly associated with improved living conditions, Mot grew up with very
limited resources: the family’s wealth index was only 0.35. Her developmental trajectory was
characterized by stunting or severe stunting at all three time points. However, she attended
school and received scores on many measures that were comparable to, or above, the mean for
children with, and even for children without, a disability. The measure for oral receptive
vocabulary and reading will be used as examples (PPVT at 5 years: Mot’s score = 35, mean for
children with a disability = 25.44, mean for children without a disability = 37.14; EGRA at 8
years: Mot’s score= 306, mean for children with a disability = 209, mean for children without a
disability = 300). By 8 years of age, her current life satisfaction was objectively high as well as
being higher than that of her peers with a disability (Life satisfaction at 5 years: Mot’s score =
4, mean for children with a disability = 3; Life satisfaction at 8 years: Mot’s score = 7, mean for
children with a disability = 5.22).

A useful point of comparison with Mot is Hai who is also a girl with a visual disability.
Despite living in a rural area, her family was “better-off” (wealth index = 0.59). Her house had
three rooms for three people with access to both electricity and toilet. She did not experience
any growth faltering at any time point. Unlike Mot, at the time she made a transition to school
at 5 years of age, Hai had a very limited vocabulary (PPVT at 5 years: Hai’s score = 16, mean
for children with a disability = 25.4, mean for children without a disability = 37.1). However,
after three years at school, she had acquired many reading skills. (EGRA score: Hai’s score =
299, mean for children with a disability = 209, mean for children without a disability = 300).
Hai rated her life satisfaction near the middle scale at both 5 and 8 years of age. Overall, this
comparison suggested that even though the two girls had the same type of disability and similar
levels of reading skills at 8 years of age, they had experienced very different living contexts

and physical development.
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Even larger discrepancies were seen between other children with a disability. Case
studies for Ba and Bay illustrate this. Ba was a girl with a visual disability. She lived in a rural
area in a three-room house shared by five people. It is noteworthy that she had access to a
relatively high level of material capital (wealth index = 0.53). However, Ba did not attend
school at 8 years of age. No information about her cognitive development was recorded, but it
is clear that her physical development was poor. She was stunted at 5 years of age and severely
stunted at 8 years of age. Her well-being was also extremely low. At 5 years of age, she gave
her current level of life satisfaction the lowest possible rating (a score of 1) at 5 years of age.

In contrast, Bay was a boy with a physical disability. His access to material capital was
much poorer than Ba (wealth index = 0.29). His family of 11 people shared a one-room house
without a toilet in a rural area. He was stunted at both 5 and 8 years. However, he was attending
school at 8 years. His cognitive development was at a moderate level (for vocabulary) and at
better level (for mathematics) compared to other peers with disabilities, and he had very high
level of psychosocial well-being. At 8 years of age he gave his current satisfaction with life the
second highest possible rating (8 out of 9). Thus, the discrepancy in material resources and life

satisfaction for these children were both large but in opposite directions.

45.3.2 Common patterns across the participants

Although diversity in developmental context and trajectories among 11 participants
existed, it was possible to identify a number of cases that shared similar patterns. Two
variables, material deprivation and schooling, showed similar associations with developmental

outcomes across many children with visual and physical disabilities.

Material deprivation

Two case studies will be used to illustrate the association between extreme material
deprivation and adverse developmental outcomes. Che (a girl with a visual disability) and
Alang (a boy with a physical disability) both belonged to the ethnic minority group (H’Mong)
and lived in a very remote area. The families of Che and Alang were extremely poor: their
wealth index during infancy was only 0.04 and 0.01 respectively. These scores are extremely
low and indicate that the families had almost no material resources. At 5 years, their material
circumstances remained extremely poor. (Che: wealth index = 0.02; Alang: wealth index =
0.17), especially for Che. Her family’s wealth index was nearly the same and nearly zero (0.02)
in the wealth index scale, indicating that they were literally “broke”. Alang’s family’s

circumstances were a little better when he was 5 years old but they remained extremely poor
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(WI1=0.17). Che lived in a one-room house that she shared with seven other family members.
Alang shared his two-room house with four people. Neither of their houses had either
electricity or a toilet. This situation was likely to have health implications. Household crowding
may increase the risk of children acquiring infectious diseases. The absence of access to any
kind of toilet might also increase the likelihood of food and waterborne disease in both
children. In addition, the combination of a visual or physical disability and the absence of a
toilet increased the daily challenges of care in these children’s families.

In such a development context, it is not surprising that both children shared poor
physical development. At all time points (1, 5 and 8 years of age), both Che and Alang were
stunted. At 5 years of age, Che was also wasted. In addition, their cognitive development was
also poor (Table 4.11). Despite attending pre-school and school, Che’s vocabulary at 5 and 8
years of age was only about half of the mean scores for other children with a disability. Her
vocabulary score at 5 years of age and her mathematics score at 8 years of age were both less
than one-third of the mean score for her peers without a disability. Her scores for language
comprehension and understanding of quantitative concepts were also numerically lower than
those of her peers with a disability. Similarly, although Alang’s family sent him to both
preschool and school, he showed impaired cognitive development. At both 5 and 8 years of
age, his vocabulary scores were only half of the mean scores for other children with a
disability. His scores for language comprehension, understanding of quantitative concepts and
mathematics were all also numerically lower than the means for other children with a disability.
Both children rated their current life satisfaction as being below the midpoint on the scale at
both 5 and 8 years old (Table 4.11).
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Table 4.11: Summary of comparative data for two children with a disability being raised in

contexts characterized by extreme material deprivation

W1 at Wlat5 PPVT PPVT CDA_Q Maths EGRAat SWLat5 SWLat8

infancy  years ats at8 aths at8 8 years years
years years years years
Che 0.04 0.17 11 41 7 5 258.9 3 4
Alang 0.01 0.02 17 43 6 9 281.7 2 2
Disabled 0.38 0.48 25.44 71.78 9.60 14.25 290.31 3 5.20
Non-disabled 0.41 0.50 37.14 94.59 9.78 17.59 300.23 4.22 6.03

Note. WI = wealth index, PPVT = Peabody Picture Vocabulary Test-111, CDA_Q = Quantitative
subtest of the Cognitive Development Assessment, EGRA= Early Grade Reading Assessment. SWL

= Satisfaction with life.

In summary, Che and Alang were two children living in extreme poverty who acquired
a disability between infancy and five years of age. They began school with disrupted physical

and cognitive development, which did not recover in the subsequent three years.

School attendance

Another two case studies will be used to illustrate the divergence in developmental
trajectories commonly seen between children who did and did not attend school. Lan and Tam
were two girls with a visual disability with moderate severity level who were raised in similar
circumstances. They lived in rural locations in houses with electricity but without a toilet. They
were both stunted at 1 and 5 years of age). One difference between the girls was that Tam had
access to more material capital than Lan (Table 4.12). Tam lived in a house with three rooms.
Her family’s wealth index scores were 0.45 and 0.49 (at 1 and 5 years, respectively), which
were close to the mean for children with and without a disability. In contrast, Lan lived in a
one-room house with a family with a lower wealth index at both time points. In addition, Lan’s
head of household had never been to school while Tam’s household head had completed
primary school.

At 5 years of age, when the girls were expected to make transition to school, they had a
very similar level of understanding of quantitative concepts and both had low life satisfaction
(Table 4.12). However, Lan had a vocabulary score that was only half the mean score for her

peers without a disability, while Tam’s vocabulary was similar.
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Despite having more disadvantaged material circumstances and a more limited
vocabulary on her transition to school, after three years of schooling, Lan achieved higher
scores for both vocabulary and mathematics than Tam (Table 4.12). Lan could write without
difficulty or errors, and could make basic mathematical calculations. In contrast, Tam, who did
not attend school, was illiterate. She could not read or write and was unable to count. With
regard to life satisfaction, the situation was similar. Lan’s life satisfaction had increased from 1

to 4 within three years, while Tam’s rating decreased from 3 to 2.

Table 4.12: Summary of comparative data for two children with a disability who did and did not

attend school

Wlatl Wlat5 PPVT PPVT CDA_Q Maths EGRAat SWLat5 SWLat8

year years at5 at8 ats at8 8 years years years
years years years years
Lan 0.25 0.31 19 65 12 15 386.32 1 4
Tam 0.45 0.49 32 49 10 4 NK 3 2
Disabled 0.38 0.48 25.44 71.78 9.60 14.25 290.31 3 5.20
Non-disabled 0.41 0.50 37.14 94.59 9.78 17.59 300.23 4.22 6.03

Note. WI = wealth index, PPVT = Peabody Picture Vocabulary Test-111, CDA_Q = Quantitative
subtest of the Cognitive Development Assessment, EGRA= Early Grade Reading Assessment. SWL
= Satisfaction with life. NK = Unknown.

Although there was a general tendency across the case studies for cognitive
development to be greater in the context of school attendance, the case studies for Lan and Tam
were particularly good examples of the power of schooling. In the cases of Lan and Tam,
gender, disability type, and growth were similar, and Tam had greater access to material
capital.

Apart from material and education effects, there was also a tendency for children with
physical disabilities to have larger vocabularies and greater life satisfaction than those with

visual disabilities. However, there were several exceptions to this pattern.

4.6 Discussion

The longitudinal case studies used quantitative data from the Young Live study to
provide insights into the developmental contexts, developmental trajectories, and psychosocial
wellbeing of Vietnamese children with visual and physical disabilities. Consistent with
Bronfenbrenner and Morris’s eco-biological framework, the current study examined multiple
domains of the children’s developmental context and multiple developmental outcomes over
time to provide rich descriptions that allowed an “understanding development and child

outcomes as an interaction between the developing child, his/her environmental context, and
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the timing of the particular process being examined”. However, the case study design
precluded conclusions about the specific environmental and individual factors that contributed
to these. Despite this, a number of patterns and themes emerged from variable-focused and
person-focused analyses. In particular, three themes were observed. These concerned low levels
of development, resilience and schooling.

First, several developmental indices highlighted a pattern in which most children with
disabilities had low levels of development when their scores were interpreted with reference to
the mean for their peers without a disability. The majority of children with a disability showed
growth faltering at one or more time points and had a small vocabulary size, and low skills in
reading and mathematics when their scores were interpreted with reference to the mean for
peers without a disability. Very few children with a disability had high developmental
outcomes when their scores were interpreted with reference to those of their non-disabled
peers. This pattern is consistent with previous research documenting the high prevalence with
which children with disabilities show poorer developmental outcomes than their peers without
disabilities (Wolman, Resnick, Harris, & Blum, 1994).

Second, the patterns of results often suggested resilience, despite the difficult living
conditions most of the children experienced. The majority of children with a disability lived
with extreme material deprivation, lacking facilities to meet their basic needs, such as access to
electricity and a toilet. As a result, most showed growth faltering that did not recover over time.
At school, children with a disability also faced obstacles such as unsafe travel and the risk of
physical punishment. Despite these odds, the majority of children with a disability attended
both pre-school and school at appropriate ages. This is consistent with both parents and
children’s educational expectations. The children expected, and were expected by their parents,
to complete a level of education. In addition, most children who attended school made
progress. Thus, one of the most salient findings of the current study was that although children
with disabilities experienced many difficulties, most showed resilience in several dimensions of
development.

The final pattern suggested the importance of schooling. Exploration of data for
individual case studies (the person-focused analyses) suggested a link between formal
education and some domains of cognitive development. This finding is consistent with previous
studies documenting the power of formal education in cognitive development (Farfel et al.,
2013; Seifert, 2004).
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4.7 Strengths and Limitations

Study 1 presented a series of case studies to provide insights into the lived experience of
Vietnamese children with disabilities. They introduced the reader to the context of development
of children with disabilities in Vietnam prior to adolescence. The combined parent-reports of
“The child has a long-term problem” and “He/she cannot see” or “He/she cannot walk/cannot
move one or more arms or legs” identified children with severe visual disabilities, and children
with many, but not all, types of severe physical disability. However, this means of identifying
children with a disability had several limitations. First, none of the case studies are likely to
involve children with moderate or mild disabilities and therefore Study 1 provides no insights
into the living conditions or developmental trajectories of these children. Second, physical
disabilities can lead to impaired functioning other than problems with walking or limb
movements. Children who had physical disabilities (e.g., due to clubfoot, curvature of the
spine) that did not prevent them from walking or moving one or more arms or legs were
excluded, and therefore Study 1 provides no insights into the living conditions or
developmental trajectories of these children. Third, when offered only “Yes/No” response
alternatives to the screening questions, it is likely that some parent-reports may under-reported
the severity of disability while other parent-reports may have over-reported this. The
shortcomings that result from methods of identifying children with a disability that rely on
parent-report and that do not assess the severity of their disability were overcome in Study 2.
Indeed, that study explore the possibility that severity of disability is a predictor of wellbeing.
Fourth, it is unclear what 5- and 8- year-old children understood of the item “Where on the
ladder do you feel you personally stand at the present time?”” or what domains of their lives
they considered when deciding on their ratings. Such concerns are common in secondary data
analyses (Brooks-Gunn, Phelps, & Elder, 1991). Fifth, it is also understood that the focus of
Young Lives study is poverty in childhood, not children with disability. Their target sample
were children living in rural and remote areas. Therefore, living experience and developmental
circumstance described in Study 1 may not represent for children with disabilities living in big

cities in Vietnam. Sixth, the use of the disability questions had its own limitations:

e None of the case studies are likely to involve children with moderate or mild
disabilities and therefore Study 1 provides no insights into the living conditions

or developmental trajectories of these children.
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e Other forms of physical disabilities other than walking were not also covered in
the study. Children who had physical disabilities (e.g., due to clubfoot, curvature
of the spine) that did not prevent them from walking or moving one or more
arms or legs were excluded, and therefore Study 1 provides no insights into the

living conditions or developmental trajectories of these children.

e Participants who have mild or moderate level of difficulty in seeing or walking
were missed. No severity of disability was mentioned. This is the major
limitation in Study 1 when it is known that, in reality, the quality of lived
experience depends very much on at which level of disability one person suffer:
from not severe at all to extremely severe. The findings were therefore only
considered as some outline about lived experience about this population in

Vietnam.

e The parent-reported based data also may not reflect the correct level of difficulty

experienced by their children.

4.8 Conclusion

This is the first study to report longitudinal data on the psychological development and
well-being of children with visual and physical disabilities in LAMICs. The findings are
limited by the case study design and must be interpreted with caution while they await
confirmation by research using large, representative samples. Despite this, the present findings
draw attention to the many everyday challenges that children with disabilities and their families
face due to material deprivation, and the high cost these children often pay as a consequence, in
faltering physical growth, delayed cognitive development, and poor psychosocial well-being.
The case studies also point to the likely importance of ensuring that children with a disability
are able to attend school and of improving their families’ material circumstances in any attempt
to improve the quality of life and developmental outcomes for these children. The study
documents both the uniqueness of each child’s circumstances, but also highlights patterns
observed across children. One of the most salient of these was that although children with
disabilities experienced many difficulties, most showed resilience in several domains of
development. In summary, this study provided information about the developmental context for
Studies 2 and 3, which focused on the psychosocial well-being of Vietnamese adolescents with

visual and physical disabilities, and aided the interpretation of their findings.
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CHAPTER 5 - STUDY 2: QUANTITATIVE STUDY OF
PSYCHOSOCIAL WELL-BEING AMONG VIETNAMESE
ADOLESCENTS WITH VISUAL AND/OR PHYSICAL
DISABILITIES

“Adolescence is a time in life that harbors many risks and dangers, but also one that presents

great opportunities for sustained health and well-being” (Kleinert, 2007, p. 1057)

5.1 Orientation

The previous chapter described the developmental contexts and trajectories of children
with visual and physical disabilities in Vietnam. The insights it provided about the poor living
circumstances and physical development of children with a disability warrant concern about
their well-being when they reach adolescence. However, it is also possible that their
opportunities for education could compensate for other disadvantages to allow them to
experience well-being in adolescence. This chapter will report the results of a cross-sectional
quantitative study investigating well-being among Vietnamese adolescents with visual and
physical disabilities. In particular, this large-scale study examined the level of well-being in a
range of negative and positive domains and sought to identify predictors of these outcomes.
Moderators for the relationship between severity of disability and these outcomes are also

examined.

5.2 Abstract

Adolescence is usually considered to be a challenging period in development.
Adolescents with disabilities face additional challenges that may place them at risk of poor
well-being. Most research about the well-being of people with a disability has been conducted
in high-income countries and has focused on intellectual disability. However, most adolescents
with disabilities live in LAMICs where visual and physical disabilities are most common. This
research addresses this gap in the literature by examining well-being among adolescents who
are doubly disadvantaged by having a physical or visual disability and growing up ina LAMIC
(Vietnam) in which there is limited access to support.

Bronfenbrenner and Morris’s bio-ecological framework informed the development of a
research model that identified biosystem (severity of disability), individual (optimism, social

support, adaptive coping) and microsystem factors (discrimination, out-of-home care) with the
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potential to predict or moderate outcomes in positive (satisfaction with life, flourishing,
prosocial behaviour, positive affect) and negative domains of well-being (depression and
anxiety symptoms, conduct problems, negative affect). This model was tested in a sample of
visually (n =94) and physically (n = 112) disabled adolescents (aged 10-19 years) drawn from

four sites in rural, regional and urban centres in Vietnam.

Adolescents with disabilities reported a high mean level of symptoms of depression and
anxiety (three and four times higher than expected in the general population in Western country
(Lovibond & Lovibond, 1995)). However, they also reported moderate levels of satisfaction
with life, flourishing and positive affect. The research model explained more than 25% of the
variance in five out of eight well-being outcomes. Discrimination was the strongest
independent predictor for mental health problems, while social support made the largest
independent contribution to most of the positive domains of well-being. There was little
evidence that the predictor variables moderated the relationship between severity of disability
and well-being outcomes. Severity of disability made an independent contribution to only a few

well-being outcomes.

5.3 Introduction

The transition from childhood to adulthood during adolescence often lasts for more than
ten years, and is marked by many physical, psychological and social changes that may be
sources of stress. It involves changes in both external appearance and internal self-image. An
additional potential source of stress is the increasing mismatch between sexual and
psychological maturity during adolescence (Kleinert, 2007; Patton & Viner, 2007). In many
countries, adolescence is also a time of increased academic demands, career choices, increased
responsibility and more complex social roles. Adolescents respond differently to the stressors
they encounter. Although some are able thrive, others develop emotional or behavioural
problems. The prevalence with which mental health problems emerge during adolescence is

higher than in any other period in the lifespan (Arnett, 1999).

In high-income countries, having a disability is positively related to poor emotional
well-being (Wolman et al., 1994), mental health problems, including depression (Gureje,
Ademola, & Olley, 2008), and behavioural problems (Gortmaker et al., 1990). In such
countries, adolescents with physical disabilities experience higher levels of anxiety and
depression than their peers without a disability (da Silva et al., 2011a).
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Adolescents with disabilities, especially those living in LAMICs, are also likely to be at
risk of poor psychosocial well-being because they face additional challenges. Material
deprivation, low access to education, poor access to health services, high unemployment rates,
and insecure living conditions, are common problems for young people with disabilities in
LAMICs (The World Bank, 2006; UNICEF, 1999, 2013; United Nations, 2012b). Both present
stressors, and anticipated future stressors, may contribute to these adolescents’ psychological
problems and increase the risk of poor psychosocial well-being.

However, the small amount of available research on psychosocial well-being among
young people with a disability has produced inconsistent results. Some studies have found a
positive relationship between psychosocial problems and disability among young people
(Gortmaker et al., 1990) while others have found no difference in psychological well-being
between adolescents with and without a disability (Berntsson et al., 2007; Cappelli et al., 1989;
Kellerman et al., 1980; Orr et al., 1984). Such inconsistent findings make it likely that there are
environmental and/or personal factors that are capable of magnifying or reducing the
relationship between disability and well-being. In order to promote well-being among young
people with disabilities in LAMICs, it is necessary for research to identify these risk and
protective factors.

No previous studies have directly compared well-being among adolescents with two
different types of disabilities in LAMICs. Research from high-income countries suggests that
adolescents with different types of disabilities may differ in their well-being. For example,
results suggest that adolescents with physical disabilities experience higher levels of anxiety
and depression than their peers without a disability (Silva et al., 2011a), whereas those with
speech and language impairment have mental health and well-being comparable to that of their
peers without a disability (Gutman et al., 2010). Thus, an important first step in developing
policies and interventions to support the well-being of adolescents with a disability living in
LAMICs is to determine whether different types of disability are systematically associated with
different levels of well-being, and to identify the factors that are associated with these
outcomes. The current study aimed to investigate levels and predictors of well-being among
Vietnamese adolescents with two types of disability: visual and physical.

There are also a number of other gaps in the current literature on the well-being of
adolescents with a disability in LAMICs. First, most disability research has concentrated on
negative domains of well-being. In particular, two mental health problems, anxiety and

depression have often been the focus (da Silva et al., 2011a; Kellerman et al., 1980). There are
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several disadvantages to this approach. First, such research perpetrates an association between
persons with a disability and deficits and negative attributes. Second, we know little about other
outcomes in the negative domains of psychosocial wellbeing, such as antisocial behavior and
negative affect. Third, such research ignores the level of resilience widely documented among
people with a disability (e.g., Amtmann et al., 2015). That is, there has been limited research on
the positive domains of well-being in the context of disability, and most of this has focused on
a single outcome, satisfaction with life. As a result, we also know little about many of the
outcomes in the positive domain of psychosocial wellbeing, such as flourishing, prosocial
behavior and positive affect, that have been widely studied in research on other adolescent
populations. In addition, the focus on only a small number of domains of well-being in any
individual study limits our knowledge of the pattern of positive and negative well-being
outcomes experienced by young people with a disability in LAMICs. This study will address
this gap in the literature by investigating four outcomes in both negative (depression, anxiety,
antisocial behavior and negative affect) and positive domains of well-being (life satisfaction,
flourishing, prosocial behavior and positive affect) in adolescents with visual and physical
disabilities in one middle-income country, Vietnam.

Much of the research that has examined the predictors of well-being among adolescents
with visual and physical disabilities has focused on demographic variables (Table 2.2).
However, many people with disabilities have access to a wide range of psychological and
environmental resources that can support their well-being. For example, women with
intellectual disability show resilience and positive well-being if their strengths are enhanced in
a supportive context (Conder, Mirfin-Veitch, & Gates, 2015). Despite such evidence, there is
very limited research on the psychological assets (e.g., optimism, adaptive coping),
environment resources (e.g., social support), or environmental risks (discrimination, out-of-
home care) have been widely studied in research on well-being in other adolescent populations.
This study will address this gap in the literature by investigating the way both negative and
positive domains of well-being are related to protective (optimism, social support, adaptive
coping) and risk factors (discrimination, out-of-home care) among adolescents with visual and
physical disabilities in Vietnam.
Theoretical framework: Bronfenbrenner and Morris’s bio-ecological theory
Study 2 used Bronfenbrenner and Morris’s bio-ecological framework (Bronfenbrenner &
Morris, 2006) to organize the variables in the theoretical framework that guided the research.

The predictors in the theoretical framework included one biosystem factor (severity of
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disability), two individual system protective factors (optimism, adaptive coping), one
microsystem protective factor (social support) and two microsystem risk factors
(discrimination, out-of-home care) (Figure 5.1). The predicted relationships between these

factors and outcomes in positive and negative domains of psychosocial well-being are

summarized in the research framework in Figure 5.2.

Predictors

Analysis

Well-being Outcomes

Macrosvstem

Variable-focused
analyses

(Linear regression)

Bio
Severity of
disability

-

Person-focused
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(Multinomial
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- Satisfaction with life
- Flourishing

- Prosocial behaviours
- Positive affect
Negative domains

- Depression

- Anxiety

- Conduct problems

- Negative affect

Sub-groups of
adolescents with
disabilities

Figure 5.1: Theoretical framework: Showing predictor variables in Study 2 in the context of

Bronfenbrenner and Morris’s bio-ecological framework and the analyses used to explore their

relationships with well-being outcomes
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Figure 5.2: Research framework: Showing direct and moderating relationships between

variables in Study 2
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5.4 Aims and hypotheses
The present study had six aims:
1. To document the level of well-being among Vietnamese adolescents with visual and
physical disabilities in
a. Four positive domains: satisfaction with life, flourishing, prosocial behaviour,
positive affect.
b. Four negative domains: depression, anxiety, anti-social behaviour (conduct
problems), negative affect.
2. To investigate whether type of disability influences adolescents’ level of well-being
in these domains
3. To examine the relationship:
a. Between severity of disability and these domains of wellbeing
b. Between other predictors (optimism, social support, adaptive coping,
discrimination, out-of-home care) and these domains of wellbeing
4. To identify factors that may moderate the relationship between severity of disability
and these domains of wellbeing.
5. To identify clusters of participants with similar patterns of well-being outcomes

6. To identify factors that predict membership in these clusters.

Aims (3) and (4) were addressed by testing the following hypotheses:
1. Severity of disability will be:
a. Negatively related to four positive domains of well-being:
I. Satisfaction with life
ii. Flourishing
iii. Prosocial behaviour
iv. Positive affect
b. Positively related to four negative domains of well-being:
i. Symptoms of depression
ii. Symptoms of anxiety
iii. Anti-social behaviour (conduct problems)
iv. Negative affect
2. Three protective factors, consisting of two psychological assets (optimism and

adaptive coping) and one environmental resource (social support), will be
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= Positively related to the four positive domains of well-being
= Negatively related to the four negative domains of well-being
3. Two environmental risk factors (discrimination and out-of-home care) will be
[Negatively related to the four positive domains of well-being
[Positively related to the four negative domains of well-being
4. The relationship between severity of disability and well-being will be moderated by
a. The three protective factors
b. The two risk factors

In terms of statistical techniques, aims (1) (2) (5) and (6) were addressed by exploratory
analyses since no relevant previous research was available to guide hypothesis generation. To
be more specific, descriptive statistics and between-groups multivariate analysis of variance
(MANOVA) were used for aim 1 and 2 respectively (Pallant & Pallant, 2011). Cluster analyses
were used for aim (5) and (6).

For aim (3) and (4) which had 4 hypotheses, there were three statistical techniques used
to address these hypotheses. First, hypotheses 1 were investigated using Pearson product-
moment correlation coefficient as this technique is used to describe the strength and direction
of the linear relationship between two variables. Second, Hypotheses 2 and 3 were examined
using multiple regression as this technique is used to investigate how well a set of variables is
able to predict a particular outcome (Pallant & Pallant, 2011). Third, hypothesis 4 was tested
using Pearson product-moment correlations (PROCESS macro for SPSS) (Hayes, 2013).

5.5 Method

5.5.1 Data collection

5.5.1.1 Sampling plan

The present study focuses on adolescents with the most common types of disabilities in
LAMICs, physical and visual disabilities. However, it was impossible to randomly or
proportionally sample from all adolescents with these disabilities in Vietnam. First, no
comprehensive statistics about the number and location of adolescents with disabilities is
available from the national or provincial government agencies, even though some government
departments record the number of adolescents with disabilities in specific categories. In
addition, NGOs that provide services to adolescents with disabilities did not allow random or
purposeful sampling among their clients/students. As a result, although every effort was made

to recruit participants from diverse geographical, socio-economic, and service contexts, the
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sample obtained in the present study is not nationally or regionally representative. This should
be noted when interpreting the results of the study.

Diverse service contexts. Vietnamese adolescents with a disability may receive support
from diverse formal service providers including Buddhist pagodas, churches, specialist schools,
orphanages, charitable organizations and other agencies. However, some adolescents with a
visual or physical disability receive only informal support from their families. Formal services
can be managed by either government or NGOs.

Service providers in each geographic location were initially identified through internet
searches and the researcher’s professional networks. Snowball sampling techniques then
provided information about additional services. These service providers were classified into
four main types:

1. Specialist government schools, orphanages and other associated with the national
Department of Labor, Invalids, and Society.

2. Specialist schools, orphanages and other agencies operated by non-government
organizations such as pagodas, churches, international charity organizations, vocational
training, communal home and child’s families.

3. The third type of support service involved public-private partnerships (i.e., they were
sponsored by both government and non-government sources).

4. Families are the only service provider for adolescents with disabilities who are not able
to afford other types of support, or live far away from other sources of support sources,
or may have a disability so severe that they are not eligible to receive other forms of
support.

Multiple sites. Research sites were chosen to capture contextual differences in
geography, socio-economic status and levels of exposure to the legacy of war found in Vietnam
to the extent that this was possible in a three-year research project. These contexts should
include (1) an urban city where many disability service providers are located, (2) a rural area in
which family members may be the only source of support for many adolescents with
disabilities (3) a region characterized by socio-economic diversity and in which ethnic
minorities are represented and (4) a site with an elevated prevalence of disability due to a
legacy of Agent Orange. To achieve this, data were collected in four sites: Ho Chi Minh City
(major metropolitan centre), Ben Tre province (an inland regional site with few disability
centres), Thua Thien Hue province (a coastal region with high levels of socio-economic and
ethnic diversity) and Da Nang city (a site with a high prevalence of disability due to Agent
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Orange). Da Nang and Ben Tre were also research sites in the Young Lives study, on which
Study 1 was based. The deliberate overlap in research sites between the Young Lives study and
the current study was designed to facilitate comparisons between Study 1 and Study 2. The

location of the research sites is illustrated in Figure 5.3.
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Figure 5.3: The location of researc
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5.5.1.2 Sampling strategies

A mix of sampling strategies, including purposive, proportional and snowball sampling,
were employed to recruit service providers and participants. Service providers were first
selected by purposive sampling to ensure the diversity of service types in the study in terms of
type and the size of service providers, gender and type of disability of clients. Then, permission
from those service providers to recruit adolescent participants for this study was requested.

Participants who were not in contact with any formal service providers were identified
by a snowball technique. Service providers were asked if any clients/students who used their
services in the past had withdrawn (e.g., because they were unable to pay the fees). In addition,
when one family that was not in contact with a formal service provider was located, members
of that family were asked if they knew of other adolescents with disabilities who were in a

similar situation.

5.5.1.3 Recruitment

To capture the well-being of diverse Vietnamese adolescents with disabilities,
recruitment was conducted in the seven types of sites in which Vietnamese adolescents with
disabilities live (family households, special schools, vocational training centres, Buddhist
pagodas, churches, orphanages and private support centres) and in four different geographic
locations across South and Central Vietnam. The recruitment process was designed to ensure
that potential participants felt no pressure to consent to the study. When adolescents were living
in institutions, a third person, who had no prior direct contact with prospective participants,
delivered the introduction letter and consent forms. This ensured that adolescents’ decisions
would not be affected by the researcher or supervisors in the institution. In addition, all invited
persons living in institutions, including those who did not agree to participate, were asked to
return their consent forms to a sealed drop box. This box was placed in a convenient public area
in their service centre. This procedure ensured that adolescents’ decisions about whether or not
to participate remained confidential. This was a second technique aimed at ensuring that there
was no pressure on their decision. All participants, including those with visual disability,
answered the questionnaire delivered orally in an interview form. Only those who are able to
read and write and willing to answer the survey by paper and pen were allowed to do as they
wished.

Although the sample in this study captured the diversity in the Vietnamese population,
it was not nationally or regionally representative. Participants were drawn from four research

sites all of which were only in Southern Vietnam. The implication for this is that data from this
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study cannot be used as the basis for estimates of the prevalence of particular outcomes for any
positive or negative domain of well-being. For example, the data can not be used to estimate
the national, regional or provincial prevalence of severe or very severe symptoms of anxiety or
depression among Vietnamese adolescents with a visual or physical disability.

The study used a cross-sectional design in which two field trips were carried out. The
first field trip in January 2014 aimed to (1) locate disability service providers and (2) conduct a
pilot test with a small sample of adolescents with a visual or physical disability to examine the
relevance of the measures that were planned to use in the study. The second field trip in
January - March 2015 collected data from the participants from the located service providers.

Disability status. Because the aims of Study 2 did not require the use of archival data, it
was possible to use the WHO ICF framework to define disability and the WHO DAS 2.0 to
assess the disability status of potential participants. Unlike the screening questions used to
identify visual and physical disabilities, the WHO DAS 2.0 allows assessment of the severity of
impaired functioning. This allowed the inclusion of adolescents with moderate disabilities, and
for severity of disability to be included as a predictor of psychological well-being. Identifying
the types of impairment and the extent to which this limited their participation in life activities
involved two separate procedures: recruitments of service providers and recruitments of

adolescent participants.

Recruitments of services providers

Most of the service providers that had been identified in the first field trip were
reconnected as sites for recruitment in the second field trip. Recruitment took place through a
total 12 service providers and 15 families across four research sites.

It was impossible to recruit an equal number from each type of service providers in each
of the research sites, because individual service providers usually focus on providing support
for young people with one type of disability. For example, one Church-based disability centre
provided care primarily for young people with intellectual disabilities and orphans. Thus, only
one participant was eligible and recruited from this service provider. In contrast, it was easier to
find adolescents with visual and physical disabilities in vocational training centres. Because
many disability services in Vietnam are centralized, and draw clients from other parts of the

country, the largest single site for recruitment was Ho Chi Minh City (Table 5.1).
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Table 5.1: The number of participants recruited in four sites

Service provider type Number of participants
Hue DaNang Ho Chi Minh Ben Tre

Government 0 41 29 0
Non-government

Specialist school 4 0 0 0

Pagoda 18 0 15 0

Church 0 1 0 0

Vocational training centre 0 0 28 0

Communal home 0 0 0
Public - private parnerships 23 0 0 26
Families 5 4 1 5
Total 51 46 78 31

Note. n = Number of participants.

Recruitment of adolescent participants

The researcher first created a list of service providers identified during the first field
trip. After that, the researcher made telephone contact with the Heads or Managers and asked
for a face-to-face appointment during which she provided an explanation about the study and
requested their permission for a third person, who was not directly involved with the
prospective participants to deliver information letters and consent forms to young people with
visual or physical disabilities who receive support from their service.

The number of introduction letters suggested by the service provider were then
delivered. All invited persons, including those who did not agree to participate, were asked to
return their consent forms to a sealed drop box. This box was placed in a convenient public area
in their service centre. This procedure ensured that prospective participants’ decision of
whether or not to participate remained confidential. The response rate for participation was
93% (224/240).

Adolescents who had been identified as having a visual or physical disability by a service
provider or by their family, who gave consent to participation, and who had a parent or
guardian who gave consent to participation (if they were under 18 years of age), underwent a
screening test to determine whether they meet the eligibility criteria.

e Children’s age was determined from birth certificates (or from their guardian’s estimate

of their age if a birth certificate is not available)
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e Disability status was determined by administration of the WHODAD 2.0 by the

principle researcher or the research assistant.

e The ability to understand the Vietnamese language sufficiently to provide valid data

was informally checked via conversation with the researcher.

As a result, the sample consisted of Viethamese adolescents who satisfied three inclusion
criteria: aged 10-19 years; have visual or physical disability, and are able to use and understand
verbal or written Vietnamese.

Consent for participation was obtained from the young person, and from their parents if
they were under 18 years of age and lived at home, or from their guardian if they lived in a
residential facility far from their parents, or if their parents were illiterate. Guardians were the
people who had been given permission by the adolescents’ parents to have the main
responsibility for decisions affecting the adolescents’ welfare, and who were acknowledged by
law as the adolescents’ guardians.

All adolescent participants, including the younger ones, answered the questionnaire
verbally in the interview format, unless they were capable and willing to do this in pen-and-
paper format. All questionnaires that were completed by interview were delivered by one of
two individuals: the principal researcher or a research assistant, who was a bilingual
Vietnamese expert in the disability field. The research assistant received prior training in all
research procedures from the principal researcher, and had the opportunity to obtain feedback
on her performance. She was responsible for delivering the questionnaire by interview to about
one-quarter of the participants.

Participants were provided with the opportunity to organize the meetings with the principle
researcher at a safe and secure location outside their residence or at any location in which they
feel comfortable and in which confidentiality could be maintained. All location in which
interviews took place prevented the interview and the responses being overhead by others. It
was possible for a trusted adult to accompany participants to the interview, but they were not
allowed to hear the conversation. All participants and their parents/guardians preserved the

right to stop the interview at any time.

5.5.1.4 Derivation of the sample
After personal consent forms (from 18 t019-year-old participants) or guardian’s consent

forms (from those who were younger than 18 years of age) were received agreeing to

participation, adolescents were contacted and to schedule the screening tests that checked their
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eligibility. The twelve prospective participants who failed to meet inclusion criteria were
thanked for their time but took no further part in Studies 2 and 3. Those who met inclusion
criteria about age, disability and language were invited to complete the survey in either a
written or a one-to-one interview format. Most participants answered the questionnaire by
interview due to either their poor literacy in Vietnamese or the fact that it was not possible to
make a Braille version of the questionnaire available.

To minimize the burden, the questionnaire was divided into three parts. Each part took
approximately 45 minutes to complete. Participants who met the inclusion criteria could choose
to complete one, two or all three parts of the questionnaire. All participants agreed to complete
all three parts. However, there were two participants who had low level of communication
during the interview and their data were excluded. Thus, there were 210 participants (data of
206 participants were kept for analysis after data were cleaned). The high response rate and

participation rate resulted in a sample that was inclusive even though it was not representative.

5.5.2 Sample characteristics

Participants were recruited via their service providers. Therefore, before describing
characteristics of adolescent participants with visual and physical disabilities, an insight into

these service providers is provided.

5.5.3 Characteristics of the sources of support for young people with a

disability

Variety in funding and management. The 12 providers of support that were recruited
to the study represented different types of management and funding. First, some were funded
and managed by the Vietnamese. Second, other service providers were small NGOs with a
specific function. One example is a vocational training centre that was established and managed
by a man with a physical disability primarily to teach adolescents with physical disabilities how
to fix electronic devices. Another type of service provider consisted of small-scale private
communal homes that charged a fee to provide care for young people with a specific type of
disability. The fourth type of service provider consisted of specialist schools for young people
with disabilities were sponsored by international charitable Organizations. Most of the schools
of this type are in good condition and provide a variety of types of support. The fifth type of
service provider consisted faith-based disability centres such as those offered by Buddhist

pagodas, and organizations sponsored by Christian churches that provide basic care and
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specialist support for young people with disabilities. Most of the adolescents assisted by these
organizations are orphans. The sixth type was the public-private partnership in service
providers. Examples of such a ““mixed’”” model were providers for which the location had
provided free of charge by government while funds to build and then maintain the centres came
from either international NGOs or from self-sustaining economic activities such as a bakery,
restaurant, massage service, toothpick and incense production. This category also included a
service provider that received support from a large number of different sources in addition to
receiving regular financial support from the government.

Lastly, adolescents’ own families were often the most important, or only provider of
care and support.

Variety in material environments and quality of service. By visual inspection, it
could be seen that the quality of the physical environments showed considerate variability
across service providers (Figure 5.5). Some of service providers were very well-resourced and
were able to provide separate areas for recreation, accommodation, vocational training, and
income-generating activities. In contrast, other centres were in poor condition. The type of
activities and support provided by these service providers varied accordingly. Self-sustainable
activities such as growing vegetables, selling incense, drawing, painting and making handcraft
products were relatively common in well-resourced services (Figure 5.4). In addition, well-
resources centres often supported young people’s well-being by paying attention to the
aesthetic characteristics of the centre (Figure 5.5), and by providing opportunities for physical
exercise, yoga, music and other creative activities (Figure 5.6 and Figure 5.7). In contrast, other
centres provided either a single service (e.g., vocational training or residential service) or no

support for extra-curricular and social activities.
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Figure 5.4: Photographs showing income-generating activities at some disability centres
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Figure 5.5: Photographs showing the contrast in aesthetic characteristics between two

disability centres

Figure 5.6: Group exercise and meditation activities to promote well-being offered at disability

centres

Figure 5.7: A library of Braille books and group activities provided for leisure activities. Black
and white photos: Tran The Phong

The 15 families included in the study each had their own unique living circumstances.

However, the quality of housing and the quantity and quality of household possessions
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indicated that many families, especially those in rural settings, experience financial hardship.
One of the 15 families recruited to the study was caring for two adolescents with disabilities.
In short, it can be seen that service providers involved in this study were diverse in
many aspects. This was the result of a sampling plan that attempted to capture the range of
service providers available to young people with a disability in Vietnam. Understanding the
characteristics of these services provided a foundation for understanding the results of this

study.

Adolescent participants’ characteristics

Pooled sample. The whole sample included 206 adolescents with either visual or
physical disabilities aged 10-19 years old (M = 15.2, SD = 2.5) across four provinces in
Vietnam (rural: 55.8%, urban: 44.2%). Despite their age, many participants had completed a
relatively few years of schooling (M = 5.66 years, SD = 4.0) (Table 5.2). The greatest disparity
in schooling was seen between participants from government services and participants whose
main support was their families (Government: M = 8.02, SD = 2.65; Families: M = 3.81, SD =
5.23) (Table 5.3). Consistent with current communist ideology and traditional Vietnamese
culture, most participants reported either that they had no religion (55.3%) or were Buddhist
(33%). Ho Chi Minh City which is the largest city in Vietnam contributed the most participants
(37.9%).

The majority of participants were judged to have a disability of moderate severity. Such
participants commonly reported difficulty in self-care and joining social activities. Most
disabilities were congenital (61.2%), and it is likely that some were attributable to ongoing
environmental contamination by Agent Orange. Despite the passage of 40 years since the end
of the Vietnam War, landmines accounted for one in ten disabilities (10.2%). As is the case in
other LAMICs, traffic accidents (14.1%) and other types of injury were also significant
contributors to participant’s disabilities. The percentage of the sample who were male (62.1%)
is similar to the percentage of all Vietnamese children with a disability who are male (57.1%)
(UNICEF & MOLISA, 2009).
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Table 5.2: Demographic statistics of the pooled sample

Variables n =206 % 95% Cls
Lower Upper
Age in years
10-14 (early adolescence) 79 38.3 31.6 45.1
15-19 (late adolescence) 127 61.7 54.9 68.4
Site of care
In-home care 61 29.6 23.8 35.9
Out-of-home care 145 70.4 64.1 76.2
Level of disability
Mild 4 1.9 0.5 3.9
Moderate 195 94.7 91.3 97.6
Severe 7 3.4 1.0 5.8
Education level
No schooling 45 24.3 18.4 30.8
Grade 1-5 37 20.0 14.6 26.5
Grade 6-9 62 335 26.5 40.5
Grade 10-12 41 22.2 16.2 28.6
No response 21 11.0

Note. n = Number of participants, % = Percentage, Cls = Confidence intervals.
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Table 5.3: Demographic characteristics of the pooled sample (n = 206) by type of service

providers
Male (%) Physical Mean age Years of
disability (SD) school (SD)
(%)
Government services 57.8 28.1 16.52 (2.2) 8.02 (2.7)
n=70
Non-government service 74.4 64.1 16.95(2.1) 5.08 (4.3)
n=_87
Public-private 67.3 55.1 14.69 (2.7)  6.49(3.5)
partnership
n=49
Families 62.5 75.0 14.44 (2.5)  4.00(5.1)
n =16
Total 62.1 54.9 1521 (2.5) 5.66 (4.0)
n =206

Note. n = Number of participants

Sample by type of disabilities. The demographic characteristics of with each type of

disability are presented in Table 5.4. Both groups of adolescents were biased in favour of

males, older adolescents and disabilities of moderate severity. Although the mean age of

adolescents in both groups was older than 15 years, a large percentage of them had not yet

completed primary school. Adolescents with physical disabilities who had never been to school

were almost double that of their peers with visual disabilities. The vast majority of participants

with a visual disability were currently receiving support in an urban area. In contrast, this was

rue of less than half of the participants with a physical disability. Many participants (over 45%)

in both groups lived out-of-home. Almost 90% of participants with physical disability were in

out-of-home care.
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Table 5.4: Demographic characteristics of the sample according to type of disability

Visual (n=93) Physical (n = 113)
Variables n % n %

Gender

Male 58 62.4 70 61.9

Female 35 37.6 43 38.1
Age in years

10-14 (early adolescence) 39 41.9 40 35.4

15-19 (late adolescence) 54 58.1 73 64.6
Level of disability

Mild 4 4.3 0 0

Moderate 89 95.7 106 93.8

Severe 0 0 7 6.2
Education level

No schooling 16 17.6 29 30.9

Grade 1-5 18 19.8 19 20.2

Grade 6-9 35 38.5 27 28.7

Grade 10-12 22 24.2 19 20.2
Location

Urban 69 74.2 46 40.7

Rural 24 25.8 67 59.3
Sites of care

In-home care 49 52.7 12 10.6

Out-of-home care 44 47.3 101 89.4

Notes. n = Number of participants.
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5.5.4 Refinement of the measures

The cultural and developmental appropriateness of the planned measures and their
suitability for persons with a visual or physical disability were assessed by examining their
relevance, acceptability and psychometric properties in a pilot test. This was necessary, because
even though the planned measures were selected because they had previously been used in
research involving adolescents and/or Asian populations, none had been previously been used
in research involving Vietnamese adolescents with disabilities. For example, the Satisfaction
with Life Scale has been used successfully in a sample of Asian young people (Pavot & Diener,
2013), and among adults with disabilities (Chwalisz, Diener, & Gallagher, 1988), including those

in Vietnam (Takahashi et al., 2011), but has not been used in research on disabled young
people in Vietnam. The Asian adaptation of the Ways of Coping Checklist has proven useful in
research in many Asian countries, including those adjacent to Vietnam (Sawang et al., 2010).
However, it had not previously been used with young people in Vietham. The relevance,
acceptability and psychometric properties of measures that | planned to use in Study 2 were

examined in a pilot study.

5.5.4.1 Pilot study
First, the researcher created a list of service providers for young people with disabilities
via internet searches and academic networking. After contacting and obtaining permission from
the service providers’ Heads or District Officers, a third person, who was not a teacher or
school principal for the participant, sent invitations and consent letters to prospective
participants. Adolescents agreed to participate were contacted by the researcher to check their
eligibility. Participants who met inclusion criteria then completed the questionnaires in writing
or by interview.
The questionnaire contained demographic questions and twelve measures:
(1) Screening disability test from WHO Disability Assessment Schedule 2.0 (World
Health Organization, 2013c)
(2) Satisfaction with life from the Satisfaction with Life Scales (Diener, Emmons,
Larsen, & Griffin, 1985)
(3) Flourishing Scale (Diener et al., 2009)
(4) The prosocial behaviour and conduct problems from the Strengths and Difficulties
Questionnaire (Goodman, Meltzer, & Bailey, 1998)
(5) The positive and negative affects subscale from the Positive and Negative Affect
Schedule (PANAS) (Watson, Clark, & Tellegen, 1988).
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(6) Depression and anxiety subscale from Depression, Anxiety and Stress Scale - 21
(Lovibond & Lovibond, 1995)
(7) Optimism sub-scale from The Revised Life Orientation Test (Scheier, Carver, &
Bridges, 1994)
e Social support from The Expanded Vaux Social Support Record (Vaux, 1988)

(8) Discrimination from The Everyday Discrimination Scale (Lewis et al., 2012 &
Fitchett, 2012)

(9) Adaptive coping from The coping flexibility (Kato, 2012)

These measures were translated into Vietnamese with the back translation process.

After completing each of the above tests, the respondent was asked to complete a brief
valuation form (Appendix C). The ten questions in the evaluation form asked for participants’
opinion about the level of difficulty, clarity of language, time-taken and relevance of the items
in the measure relevance and content relevance (Stephen, 1952) The questionnaire was in

Vietnamese, which then underwent the back translation process to English.

554.1.1 Pilot study sample

Participants were adolescents with a visual or a physical disability (n= 28, Male: 57.1%,
Physical disability: 57.1%). Their mean age was 15.07 (SD = 2.99) but on average they had
completed only six years of schooling (M = 6.86, SD = 3.27). The participants were drawn

from ten service providers located in four provinces.

55.4.1.2 Results of the pilot study

Internal consistency reliability. The internal consistency of each of the measures was
determined using Cronbach’s alpha coefficient after reversing negative items. Alpha
coefficients were higher than 0.78 for all except three measures: the Positive and Negative
Affect Schedule (Cronbach’s o = 0.64), the Coping Flexibility Scale (Cronbach’s o = 0.51) and
The Revised Life Orientation Test (Cronbach’s o = 0.60) (Appendix G).

The measure which had the lowest internal consistency was The Revised L.ife
Orientation Test, Cronbach’s a = 0.60. However, the number was still in the acceptable range,
given that there are only ten items in the scale and the small number of participants involved in
the pilot test (George & Mallery, 2003).

As the Positive and Negative Affect Schedule consists of 20 items which are opposite in
meaning (10 items for positive affect and 10 items for negative affect) and the overall

Cronbach’s a was low (Cronbach’s a = 0.64), a reliably analysis was run to test these subscales

146



separately. The result indicated that they had high reliabilities, Cronbach’s a = 0.78 and 0.81
for positive and negative affect subscale respectively.

The Coping Flexibility Scale (0.51) had very low reliability (Cronbach’s a = 0.51), thus
decision was made to replace it with the subscale from The Ways of Coping Checklist Scale
(Sawang et al., 2010).

In the absence of a suitable alternative, The Revised Life Orientation Test (Cronbach’s o
= 0.60) was retained despite its low internal consistency. In addition, this number is still in the
acceptable range, given that there are only 10 items in the scale (George & Mallery, 2003).

Participants’ feedback. Many participants expressed concerns about answering the
items in The Everyday Discrimination Scale. They confessed that they did not feel comfortable
sharing their bad experiences of discrimination with a stranger, especially in a face-to-face
interview. It was clear that participants were avoiding or reducing prevalence and/or severity of
discrimination and victimization. The participants’ feedback is consistent with Hillman’s
concept about self-protective mechanism used among disadvantaged adolescents (Hillman,
Wood, & Sawilowsky, 1998). This phenomenon has previously been recorded among other
population with disabilities (Green, Davis, Karshmer, Marsh, & Straight, 2005). To overcome
this thread to validity of the data, the wording of the lead question was changed so that the
referent was no longer “you” but ‘your friend who has the same type and level of disability like
you”. This change in wording was informed by research on the “personal group discrimination
discrepancy”: a phenomenon in which minority group member perceive that other members of
their group, but not themselves, to be the target of discrimination (Wright, Taylor, Moghaddam,
& Lalonde, 1990).

In summary, the majority of measures showed high internal consistency reliability and
therefore could be used in the main study. One planned measure was eliminated (the Coping
Flexibility Scale) and another planned measure needed a small change (the Everyday
Discrimination Scale). Based on these results, the final measures for the main study in this

thesis were finalized.

5.5.4.2 Final Measures used in Study 2

The description of the measures is organised into three categories: demographic,
predictor and outcome variables. One variable, severity of disability had multiple roles: the
basis for an inclusion criterion, a demographic variable, and the principal predictor variable. It
is described with the other demographic variables. An overview of the measures is provided in
Figure 5.8.
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55421 Demographic variables

Information was gathered concerning ten demographic characteristics of the participants
(severity of disability, type of disability, source of the disability, ethnicity, age, gender, level of

education, rural/urban location, religion, and type of service provider).

5.5.4.2.2 Severity of disability

The 12-item short form of The World Health Organization Disability Assessment
Schedule 2.0 (WHODAS 2.0) was used to assess the severity of participants’ disabilities (World
Health Organization, 2013c). This measure uses the International Classification of
Functioning, Disability and Health (ICF) as its theoretical framework, and therefore considers
three factors, impairment, activity limitation and participation, into account when assessing
severity of disability level (World Health Organization, 2013c). Thus, the philosophical
perspective underlying this measure is consistent with that adopted in this research.

The WHO DAS 2.0 evaluates disability in six domains of life: cognition, mobility, self-
care, getting along, life activities and participation. Each of the 12 items is rated on a five-point
scale: (1) for ‘none’, (2) for ‘mild’, (3) for ‘moderate’, (4) for ‘severe’ and (5) for ‘extreme’.
Thus, the range of possible scores is 12 to 60.

Previous research suggests that the WHODAS 2.0 was broad cross-cultural applicability
(World Health Organization, 2010; Ustiin et al., 2003), and good test-retest reliability at the
item (intra-class coefficient = 0.69-0.89), domain (intra-class coefficient = 0.93- 0.96), and
overall levels (intra-class coefficient = 0.98). The 12-items short form of WHO DAS 2.0
explains 81% of the variance of the full 36-item version. In this study, the internal consistency

of the measure was satisfactory (Cronbach’s o = 0.70).

55.4.2.3 Other demographic variables

Information concerning type of disability, source of the disability, age, gender, level of
education, rural/urban location, religion, ethnicity and type of service provider were collected

using single-item self-report measures (Appendix H).

55.4.24 Other predictors of well-being

Severity of disability was the main predictor variable. There were also five other
predictor variables. Three of these were protective factors: optimism, adaptive coping and

social support. Two were risk factors: discrimination and out-of-home care.
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Optimism. The optimism subscale from the Revised Life Orientation Test (LOT-R),
was used to measure optimism (Scheier et al., 1994). Participants completed all 10 items on the
test, which includes three items measuring optimism, three items measuring pessimism and
four items that serve as fillers. Participants rated each item on a five-point scale: from 0
(strongly disagree) to 4 (strongly agree). The optimism score is the sum of the three optimism
items (Herzberg, Glaesmer, & Hoyer, 2006). Despite the very small number of items, in the
current study the internal consistency of the measure was satisfactory (Cronbach’s a = 0.64).

Adaptive coping. The problem-focus and support-seeking subscale of the Asian
adaptation of The Ways of Coping Checklist Scale was used to measured adaptive coping
(Sawang et al., 2010).

The 20 items reflecting adaptive coping strategies used in this study consisted of
fourteen problem-focus items and six support-seeking items, which were each rated on a four-
point scale from 0 (does not apply and/or not used) to 3 (used a great deal). Sample items
include: Accepted my strong feelings but didn 't let them interfere with other things too much,
changed or grew as a person in a good way (problem-focus), talked to someone to find out
about the situation, accepted sympathy and understanding from someone, asked someone |
respected about how I was feeling (support-seeking). The adaptive coping score was the sum of
the 20 items. Although Vietnam was not included in the validation study for this scale, this
adapted version has previously proved useful in many nearby countries such as Indonesia, Sri
Lanka, Singapore and Thailand (Sawang et al., 2010). In this study, the measure had high
internal consistency (Cronbach’s a = 0.82).

Social support. This was measured by The Expanded Vaux Social Support Record,
which is an adaptation of the Vaux Social Support Record (Vaux, 1988). The expanded scale
consists of 15 items that assess four types of support (companionship, emotional, informational,
instrumental) from three sources (staff at their school, family members and peers). Each item is
rated on a three-point scale: 0 (none), 1 (a few), 2 (many). The social support score is the sum
of all social support items. Sample items include: There are people in my family | can talk to,
who give me good advice about my problems. At school, there are adults I can talk to who care
about my feelings and what happens to me. In the current study, the social support scale had

high internal consistency (Cronbach’s o = 0.80).

Discrimination. Experiences of discrimination were assessed by an adaptation of the 9-
item Everyday Discrimination Scale (Lewis et al., 2012; Fitchett, 2012). As a result of the pilot
test, wording of the lead question was changed from “you” to “your friends who have visual or

150



physical disabilities’. Sample items are: Your friends are treated with less courtesy than other
people are, your friends are treated with less respect than other people are, people act as if
they are afraid of your friends, your friends are called names or insulted etc. The items in the
scale are rated on a 6-point scale: 6 (almost everyday), 5 (at least once a week), 4 (a few times a

month), 3 (a few times a year), 2 (less than once a year), 1 (never).

The appropriateness of this measure was examined in a wide range of adult population
aged 18 and older in the study of Kim and Ford (2014). The participants included 884 non-
Hispanic Whites, 4,950 Blacks, 2,733 Hispanics/Latinos, and 2,089 Asians. Findings indicated
that, except for Item 7 (“People act as if they’re better than you are”) the measure was invariant
across four racial/ethnic groups. It was concluded that this measure is likely to be appropriate
for use in Asia (Kim & Ford, 2014). So far, there is no measure of discrimination that has been
validated for Vietnamese adolescents. This study was the first to determine its appropriateness
for this population. After changing the subject, the modified scale seems to demonstrate better
internal consistency (Cronbach’s a = 0.86). In the pilot study when the original wording was

used, this measure had a Cronbach’s o of 0.78.

Out-of-home care. Information on this variable was collected from a single self-report

question.

5.5.4.2.5 Well-being outcomes

Eight domains of well-being were assessed. Four of these were positive domains of
well-being (satisfaction with life, flourishing, prosocial behaviour, positive affect). The other
four were negative domains of well-being (symptoms of depression and anxiety, antisocial
behaviour, and negative affect). Four positive domains of well-being outcomes were assessed:

Satisfaction with life (SWL). This was measured using the Satisfaction with Life Scale
(Diener et al., 1985 & Griffin, 1985). This scale contains 5 items that are rated on a seven-point
Likert-style scale. The score is the sum of ratings across of five items. Possible scores range
from 5 to 35 and can be classified into 6 categories: extremely dissatisfied (5-9), dissatisfied
(10-14), slightly below average in life satisfaction (15-19), average in life satisfaction (20-24),
satisfied (25-29) and extremely satisfied (30-35).

This scale has been proven to have satisfactory validity and reliability. They have high
test-retest reliability (two-week interval and four-year interval of the scale are 0.83 and 0.54

respectively Beuningen, 2012).
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Since introduced in 1985, the scale has been employed in a numerous studies and proven as a
satisfactory measure (Pavot & Diener, 2013). Test-retest reliability for a two-week interval and
four-year interval of the scale are 0.83 and 0.54 respectively. Internal reliability ranges between
0.80 and 0.89. Furthermore, the association of the Satisfaction with Life scale with other
measures of health attitude and subjective wellbeing such as Rosenberg Self-Esteem Scale,
Marlowe-Crowne Social Desirability Scale showed this scale has sufficient construct validity
(Beuningen, 2012; Diener et al., 1985). Nomological and discriminant validity was also evident
in the study of Beuningen (2012). In terms of affected factors, except marital status which is
not involved in this study; sex, age, social desirability, education level, health insurance status
do not seem to affect scores (Dijkers, 1999; Pavot & Diener, 2013). All these good indicators
of SWL scale were resulted from studies in various samples and contexts all over the world
including young people with disabilities (Pavot & Diener, 2013).

Young people with disabilities were found as target populations in at least two studies
that used the SWL scale (Allman & Diener, 1990; Chwalisz, Diener, & Gallagher, 1988).
Although the number of disabled youth in previous studies of Allman and Diener (1990), and
Chwalisz et al (1988) was relatively small (32 and 29 respectively), the result provided insight
into life satisfaction of young people with disabilities and the relevance of using the SWL scale
among this population. Two groups of students with disabilities in the two separate studies had
mean of the Satisfaction with Life score were 20.8 (SD=8.4) and 24.3 (SD=7.4) showing
average life satisfaction level (Allman & Diener, 1990; Chwalisz, Diener, & Gallagher, 1988;
Pavot & Diener, 1993).

Within my scope of searching, at least one study used the SWL scale in the sample of
Vietnamese with physical disability those were over 18 years of age (Takahashi et al., 2011).
The SWL scale was the main measure along with another one used in this study. Mean score of
the scale was below 20 in all subset of the sample. The result from study of Takahashi et al.
(2011) and positive reviews from previous studies demonstrated that SWL scare is reliable and
valid to use for adolescents with visual and physical disabilities in Vietnamese context.
Therefore, the present study used the SWL scale showing high consistency with the alpha

coefficient was 0.89.
Flourishing. This was measured by the Flourishing Scale (Diener et al., 2009). This

scale consists of eight items that measure a person’s perception of his/her level of success in six

domains including engagement, relationships, self-esteem, meaning and purpose, and
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optimism. Participants rate each item on a seven-point scale from 1 (lowest score) to 7 (highest
score). Sample items included: I lead a purposeful and meaningful life, | am a good person and
live a good live, people respect me. The flourishing score is the sum across all items. Possible
scores range from 8 to 56. Higher scores indicate higher levels of flourishing.

So far there has been no controversial about the validity and reliability of Flourishing
Scale. Many studies confirmed the relevance of this scale in measuring positive wellbeing
(Duan & Xie, 2016; Howell & Buro, 2015; Sumi, 2014). Although Flourishing Scale was not
adopted in Vietnam, it has been evident that this scale works well for the Asian population,
such as Japanese (Sumi, 2014) and Chinese adolescents (Duan & Xie, 2016). The current study
reported the excellent internal consistency reliability for the Vietnamese adolescents with
disabilities (Cronbach’s a = 0.90).

Prosocial behaviour. This was measured using prosocial behaviour sub-scale from the
adolescent self-report form of The Strengths and Difficulties Questionnaire (SDQ) (Goodman
et al., 1998). This scale contains 5 items that are rated on a three-point scale (0 = not true, 1 =
somewhat true, 2 = certainly true). Sample items are: | try to be nice to others, | am kind to
young children. The prosocial score is the sum of the ratings across items. Higher scores
indicate higher levels of prosocial behaviour. The SDQ has been used successfully in a wide
range countries including Vietnam (Research and Training Center, 2006). Its validity and
reliability have been reported in many studies (Goodman, 1999, 2001; Shojaei, Wazana, Pitrou,
& Kovess, 2009). In this study, the prosocial behaviour showed satisfactory internal
consistency despite the small number of items (Cronbach’s a = 0.64). Cut scores are available
for scores within the normal, borderline and clinical ranges.

Positive affect. This was measured using positive affect sub-scale from The Positive
and Negative Affect Scale (PANAS) (Watson et al., 1988). This sub-scale contains 10 items that
assess present mood and are rated on a five-point scale from 1 (very slightly or not at all) to 5
(extremely). Sample items are: Interested, inspired, strong, proud. The positive affect score is
the sum of the scores across items. Higher scores indicate higher levels of positive affect.
Previous research has shown the reliability and validity of this scale to be moderately good
(Crawford & Henry, 2004; Watson et al., 1988).

So far, there have still been a few concerns about the PANAS scale. The most
controversial characteristic is the independence of its subscale. As it has been expected to show

negatively relation, positive and negative affect scales was reported low correlation in many
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studies, even in the study of its own initiative (Chen, Dai, Spector, & Jex, 1997ector, & Jex,
1997; Mehrabian, 1998; D. Watson et al., 1988). In addition, the absence of items reflecting
typical human moods such as “happy” and “sad” in the scale has also raised concern about its
validity and coverage.

However, it has been argued that positive and negative affects in fact are opposite
vectors of the same dimension and should treat them as two independent factors (Russell &
Carroll, 1999). If employing this perspective, positive affect and negative affect in PANAS
could be considered as a bipolar structure of overarching happiness-sadness dimension. Thus,
even “happy” or “sad” emotion are not explicitly included among items in PANAS, other levels
of these emotions are covered. In addition, reliability and validity of this scale were moderately
good (Crawford & Henry, 2004; D. Watson et al., 1988). The Cronbach Alpha coefficient for
positive and negative affect scale was 0.86 to 0.90 and 0.84 to 0.87 respectively with the “right
now” time frames (D. Watson et al., 1988). Similarly, good internal consistency reliability for
the sub-scales was found in the present study (Cronbach’s o = 0.76 and 0.85 for positive and
negative affect, respectively). Therefore, PANAS was considered a relevant measure to collect
data for the two dependent variables in the current study: Positive affect and negative affect.
Suggestion for cut-off score of “right now” positive affect was mean s cores= 29.7 (SD =
7.9); for negative affect was mean score = 14.8 (SD = 5.4) (D. Watson et al., 1988).

So far, there is no measure of depression and anxiety that has been validated for Vietnamese

adolescents. This study was the first to determine its appropriateness for this population. The
sub-scale had satisfactory internal consistency reliability in the current study (Cronbach’s a =
0.76).

Symptoms of Depression. Symptoms of depression were measured using the
depression sub-scale from the 21-item short form of the Depression, Anxiety and Stress Scales
(DASS-21) (Lovibond & Lovibond, 1995). The depression sub-scale contains 7 items, each of
which is rated on a four-point scale from 1 (did not apply to me at all over the last week) to 3
(applied to me very much or most of the time over the past week). Sample items are: | couldn
seem to experience any positive feeling at all, | felt that | have nothing to look forward to. The
score is the sum of the ratings. Because the DASS-21 is the short form version of the 42-item
DASS, the final score of the sub-scale was multiplied by two (x2) to allow interpretation of the
severity of symptoms: 0-9 (normal), 10-13 (mild), 14-20 (moderate), 21-27 (severe), 28+
(extremely severe) (Lovibond & Lovibond, 1995).

Symptoms of Anxiety. These were measured using the anxiety sub-scale of the 21-item
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short form of the Depression, Anxiety and Stress Scale (DASS-21) (Lovibond & Lovibond,
1995). The number of items and rating scale are the same as those previously described for the
depression subscale. A sample item is | was worried about situations in which | might panic
and make a fool of myself. The total score of the sub-scale was multiplied by two (x2) to allow
interpretation of the severity of symptoms: 0-7 (normal), 8-9 (mild), 10-14 (moderate), 15-19
(severe), 20+ (extremely severe) (Lovibond & Lovibond, 1995).

It is clear from the literature that the DASS-21 is a well established instrument for
measuring depression, anxiety and stress (two of them: depression and anxiety were
investigated in the current study) among adult in the Western culture (Henry & Crawford,
2005; Jihan S.R. Mahmoud, Lynne A. Hall, & Staten, 2010 2010). However, there have been
concerns relating to:

(1) using the sub-scales from DASS-21 to measure depression, anxiety and tress
separately (Duffy, Cunningham, & Moore, 2005 2005),

(2) using for adolescent population (Patrick, Dyck, & Bramston, 2010 2010),

(3) and using among Asian population (Oei, Sawang, Goh, & Mukhtar, 2013 &
Mukhtar, 2013).

It is evident that although DASS-21 failed to support three-factor model (Duffy et al.,
2005), the depression and anxiety sub-scales were found still robust and applicable (Szabd,
2010; Tully, Zajac, & Venning, 2009 2009). Only the validity of stress items in the measure
raised question and needs further refinement (Szabo, 2010). DASS-21 has been one of the most
useful measures for distinguishing between depression and anxiety (Jihan S.R. Mahmoud et al.,
2010). These sub-scales in DASS-21 have good validity, reliability, internal consistency and
excellent psychometric properties (Tully et al., 2009). In addition, it was evident that this
measure, particularly depression and anxiety sub-scales, work well for adolescents as much as
for adult population (Szab6, 2010). Therefore, although the utility of the whole DASS21 for
adolescents may be a concern, using the sub-scales of depression and anxiety should not a
problem.

Regarding the utility of the DASS-21 among Asian population, there was a suggestion
that the 18-item version might be more suitable than the 21-item version (Oei et al., 2013).
However, the items excluded in the revised version were three items in the stress sub-scale so
using depression and anxiety sub-scales would not be a big issue among Asian population. In
addition, Tran, Tran &Fisher (T. Tran et al., 2013) recently validated the DASS-21 among

Vietnamese women in primary health care. The result showed that in general this measure is
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culturally sensitive enough to detecting symptoms of common mental disorders among
Vietnamese in the research setting. In the current study, depression and anxiety sub-scale
showed high internal consistency reliability (Cronbach’s a = 0.67 and 0.71 respectively).
Altogether, the sub-scales of DASS-21 appear to be useful for screening depression and anxiety
among Vietnamese adolescents.

As depression and anxiety were two important variables in the negative well-being
outcomes, | was aware that the use of DASS 21 needed to be make sure in terms of its validity
and reliability for the target population. Therefore, this study conducted confirmatory factor
analysis to evaluate this measure for the Vietnamese adolescents with disabilities. The result is
presented below.

The fourteen anxiety and depression items from the DASS-21 were subjected to
principle components analysis using SPSS version 23. Inspection of the correlation matrix
revealed the presence of many co-efficient of .3 and above, therefore a promax rotation was
used. The factorability of the matrix was shown by a Kaiser-Myer-Olkin value of 0.76 and a
significant value for Bartlett’s Test of Sphericity (x2(91) = 607.6, p <.001. The two-
component solution explained a total of 37.5% of the variance, with component 1 contributing
26.9% of the variance and component 2 contributing 10.6% of the variance. The Eigen values
for both components were above 1.0.

The pattern matrix resulting from the promax rotation revealed the presence of a simple
structure (Thurstone, 1947).The interpretation of the two components was consistent with the
design of the DASS-21: with all seven depression items loading on component 1 and four of
the anxiety items and no depression items loading on component 2. There was a moderate
correlation between the two factors (r = .37). The results of this analysis support the use of
depression and anxiety items as separate scales, as suggested by the scale authors (Lovibond &
Lovibond, 1995).

In summary, it is considered to be relevant to use depression and anxiety sub-scales of

the DASS-21 to measure these problems among Vietnamese adolescents with disabilities.

Antisocial behaviour. This was measured using the conduct problems sub-scale from
the adolescent self-report version of The Strengths and Difficulties Questionnaire (SDQ)
(Goodman et al., 1998). The number of items, rating and scoring are the same as that described
for the prosocial behaviour sub-scale. Sample items from the conduct problems sub-scale are: |
steal from home, school or elsewhere, | often lie or cheat. In this study, the conduct problems

sub-scale showed satisfactory internal consistency for a measure containing few items
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(Cronbach’s a = 0.60). Cut scores are available for scores within the normal, borderline and
clinical ranges.

Negative affect. This was measured using the negative affect sub-scale of The Positive
and Negative Affect Scale (PANAS) (Watson et al., 1988). The number of items, time frame,
ratings and scoring were the same as those reported for the positive affect sub-scale. Sample
items are: upset, guilty, scared. In this study, the negative affect sub-scale showed high internal
consistency (Cronbach’s o = 0.85).
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5.6 Results
Two software programs were used to analyse data from Study 2: the PROCESS macro
was used to examine moderation effects (Hayes, 2013) while SPSS version 23 was used for all
other analyses. The results are presented in three main sections, which report the findings from
the preliminary analyses, variable-focused analyses, and person-focused analyses, respectively.
Two complementary methods of statistical analysis were used to identify the relationship
between predictor variables and well-being. First, a variable-focused approach was used to
identify the variables that contributed to individual differences between participants in each of
the eight domains of well-being assessed in the study. This approach used correlation and
regression statistical analyses. Second, a person-focused approach sorted the participants into
groups based upon their scores for the eight domains of well-being. Then an examination
identified distinctive patterns of predictor variables that distinguished between these groups.
This approach used cluster analyses. The aim was to seek confirmation of findings, and gain
fresh insights, through viewing the same dataset through different statistical lenses.
The results from variable-focused analyses are presented in four sub-sections:
(1) Descriptive statistics, which addressed the level of well-being in positive and
negative domains reported by adolescents with visual and physical disabilities (Aim
1),
(2) Multivariate analyses that compared the levels of well-being reported by
adolescents with visual and physical disabilities (Aim 2),
(3) Correlation analyses that identified the direction and strength of relationships
between severity of disability, other predictor variables and well-being outcomes
among adolescents with disabilities (Aim 3),
(4) Regression analyses that identified predictor variables that explained independent
variance in well-being outcomes and any predictors that moderated the relationship
between disability severity and well-being (Aim 4).
In the last section of the results, findings from the person-focused analyses are reported in

two sections: cluster analysis and multinomial logistic regression.

5.6.1 Preliminary analysis

Preliminary analyses identified errors and missing data, and examined the distribution of
data (Pallant & Pallant, 2011).
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Errors. The dataset, which initially contained data for 210 participants, was checked
for errors made by participants in self-completed questionnaires and by the researcher during
data entry. Errors by participants were identified by searching for scores falling outside the
possible range (n = 0). Errors during data entry were identified by having two independent
people (the principle researcher and a supervisor) compare randomly selected cases and scores
within the dataset with the original responses recorded on the questionnaires. The very small
number of errors that were detected were corrected.

Missing data. Participants who had missing data for five or more items on a single
instrument, or ten or more items in total (n = 4) were removed from the dataset. For cases with
lower levels of missing data (1.9 %, n = 4), missing items were imputed using person mean
substitution (if missing one item per scale) and hot deck imputation (if missing more than one
item per scale) (Hawthorne & Elliott, 2005; Tabachnick & Fidell, 2007; van Ginkel, van der
Ark, & Sijtsma, 2007 2007). There did not appear to be any pattern in the missing data or in the
characteristics of the participants with missing data.

Distribution of data. Visual inspection of histograms and statistics for skewness and
kurtosis indicated that there was no marked deviation from normality for any variable. All the
continuous variables had skewness < | 1 | and kurtosis < | 2 (Appendix A). Therefore, the
planned parametric analyses could proceed.

In summary, the data set was cleaned, four participants were removed from the dataset
due to missing data, and the data for the remaining 206 participants were used in subsequent
analyses. Due to the large sample size, a criterion of a = .01 was used to identify statistically

significant results.

5.6.2 Variable-focused analysis

5.6.2.1 Descriptive statistics

There was no evidence of floor or ceiling effects for any variable for either group of
adolescents. It can be seen by visual inspection of Table 5.5 that the mean scores were near the
middle of the possible range for most measures for participants with both types of disability.
Therefore, subsequent analyses could be conducted without transforming the data.

An exploratory analysis was run to investigate the possibility that the main analyses
should include gender as a covariate. Results indicated that there was no statistically significant

difference between males and females on predictor variables or well-being outcomes (F (o, 366)
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=0.60, p =.95, Wilks’ Lambda = 0.91, n? = .047). Therefore, gender was not included as a

covariate in the main analyses.

5.6.2.2 Level of well-being among adolescents with disabilities

Data for level of well-being are organized into positive and negative domains. First, the
results are presented for the pooled sample. Then the results are presented separately for
visually and physically disabled adolescents.

Positive domains of well-being. Adolescents with disabilities showed well-being in
several positive domains. Mean scores were above mid-point for three of the four positive
domains of well-being: satisfaction with life, flourishing and positive effect (Table 5.5). In
contrast, the mean score for prosocial behavior was low. Indeed, more than two thirds of the
participants met the criteria for clinically significant deficits in prosocial behaviour and another
15.5% were in the borderline category (Table 5.7).

Negative domains of well-being. Despite evidence of well-being in some positive
domains, the mean scores for the two measures of mental health problems were high (Table
5.5). Indeed, more than one third of the participants had symptoms of depression and anxiety
that could be classified as severe or extremely severe (Table 5.6). This is four times higher
than the rate expected in a general population of adolescents in Western countries (Lovibond
& Lovibond, 1995). Participants were more likely to have severe or extremely severe levels of
anxiety and low levels of depression than they were to have low levels of anxiety and

severe/extreme level of depression (McNemar test 32 (1, N = 206) = .065).

In contrast, the mean score for conduct problems was within the normal range (Table
5.5). Despite this, one in five participants could be classified as having conduct problems that
were within the clinical range (Table 5.7). The mean score for the fourth negative domain of

well-being, negative affect, was very near the midpoint of the scale.
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Table 5.5: Descriptive statistics for continuous variables for the pooled sample (n = 206)

95% Cls

Variable M SD Lower Upper
Distal predictor

Disability severity 37.62 5.91 36.80 38.40
Other predictors

Optimism 17.19 2.77 16.78 17.54

Social support 15.68 4.05 13.28 14.48

Adaptive coping 30.59 7.95 29.54 31.67

Discrimination 23.35 7.94 22.68 25.21
Positive domains of wellbeing

Satisfaction with life 20.31 6.38 19.45 21.21

Flourishing 38.06 7.93 36.90 39.10

Prosocial behaviour 5.83 1.95 5.56 6.09

Positive affect 28.45 5.60 27.72 29.59
Negative domains of wellbeing

Depression 12.94 6.40 12.04 13.88

Anxiety 15.21 7.28 14.25 16.24

Conduct problems 2.86 1.53 2.62 3.12

Negative affect 23.29 6.92 22.46 24.70

Note. n = Number of participant, M = Mean, SD = Standard deviation.
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Table 5.6: Severity of depression and anxiety symptoms in the combined sample (n=206)

Depression Anxiety
Level Scores n (%) Scores n (%)
Normal 0-9 52 (25.2) 0-7 21 (10.2)
Mild 10-13 63 (30.6) 8-9 21 (10.2)
Moderate 14-20 23 (11.2) 10-14 72 (35.0)
Severe 21-27 42 (20.4) 15-19 33 (16.0)
Extremely 28-42 26 (12.6) 20-42 59 (28.6)

Severe

Note. n = Number of participants, % = Percentage of the sample.

Table 5.7: Categories of prosocial behaviour and conduct problems in the combined sample
(n=206)

Prosocial behaviour Conduct problems
Category Score n (%) Score n (%)
Normal 6-10 45  (21.8) 0-3 134 (65.0)
Boderline 5 32 (15.5) 4 28 (13.6)
Clinical range 0-4 129 (62.6) 5-10 43 (20.9)

Note. n = Number of participants, % = Percentage of the sample.

5.6.2.3 Difference in well-being between visually and physically disabled
adolescents

A between-groups multivariate analysis of variance (MANOVA) was performed to
investigate differences in psychosocial well-being between adolescents with visual and physical
disabilities (Table 5.8).

Difference in well-being. Overall, adolescents with a visual disability had higher
levels of well-being than adolescents with a physical disability (F9,193) = 6.04, p < .001, Wilks’
Lambda=.78, n? = 0.22). Children with a visual disability had higher scores for three of the

four positive domains of well-being outcomes: flourishing, prosocial behaviour and positive
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affect (flourishing: F(1) = 16.72, p < .001, n? = 0.077; prosocial behaviour: F) = 20.00, p <
.001, n? = 0.091; positive affect: F1) = 14.73, p < .001, n? = 0.068). Effect sizes for all three

were small to moderate (Pallant, 2011).

The pattern of relationships between variables for visually disabled participants was
compared by visual inspection with that for physically disabled participants. The patterns were
judged to be highly similar. This was confirmed by a test of concordance, which indicated that
the number of similarities in the pattern of findings was highly unlikely to be due to chance ( 2

(1, n = 206) with continuity correction = 13.2, p = .0003).

This result affected the way in which the results addressing Aims 2 and 3 were
presented. In order to maximize the power of statistical analyses examining relationships
between the variables, the two groups of adolescents with disabilities were pooled. That is,
correlation and regression analyses are reported for the whole sample, rather than separately for
visually and physically disabled participants. There was no age difference between visually
disabled and physical disabled participants (Visual: M = 14.95, SD = 2.33; Physical: M =
15.43, SD = 2.62; t (204) = -1.39, p = .16, two-tailed).

Difference in severity of disability. Post-hoc analyses explored differences in predictor
variables between the two groups of adolescents. Adolescents with a physical disability had a
more severe disabilities than their peers who had a visual disability (F(,204) = 18.6, p < .001,
n?=0.083).

Difference in other predictors. Adolescents with visual and physical disabilities also
differed on other predictor variables (Fs,197 = 13.17, p <.001, Wilks’ Lambda=0.75, n? = 0.25).
Adolescents with a visual disability had higher scores on two of the three protective factors
(optimism and adaptive coping) (optimism: F1) = 9.92, p = .002, n? = 0.047; adaptive coping:
F) = 14.28, p < .001, n> = 0.066). The effect sizes for all differences were small to medium
(Pallant, 2011).

The two groups also differed on the categorical risk factor out-of-home care (32, n=206) =
43.3, p <.001). More adolescents with a physical disability (70 %) than with a visual disability
(30%) lived out-of-home care.

Covarying for severity of disability. Because differences between the two groups
could be an artefact of differences in the severity of disability between these groups, the
analyses were rerun with severity of disability as a co-variate. The pattern of findings remained

unchanged. Overall, adolescents with a visual disability had higher levels of positive well-being
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than adolescents with a physical disability (F,103) = 5.11, p <.001, Wilks’ Lambda= 0.78, n? =
0.19). Adolescents with a visual disability still had higher scores for three positive outcomes:
flourishing, prosocial behaviour and positive affect (flourishing: F1) = 10.87, p <.001,n?=
0.051; prosocial behaviour: F(1) = 18.88, p < .001, n? = .086; positive affect: F1) = 13.41, p <
.001, n® = 0.063). Again, there was no difference between the two groups for negative domains
of well-being.

Similarly, when disability severity was used as a covariate, post-hoc analyses found that
adolescents with visual and physical disabilities still also differed on the predictor variables
(Fs,108) = 11.97, p < .001, Wilks’ Lambda=0.77, n? = 0.23). Adolescents with a visual disability
still had higher scores on two of three protective factors (optimism, adaptive coping) and lower
score on one risk factor (out-of-home care) (optimism: F1y = 11.17, p = .001, n? = 0.052;
adaptive coping: F(1) = 10.74, p = .001, n? = 0.05; out-of-home care: F(1) = 42.77, p < .001, n? =
0.175).

Since the pattern of findings did not change when severity of disability was used as a
covariate, it was concluded that adolescents with a visual disability are advantaged over their
peers with a physical disability in several positive domains of well-being and in a number of

predictor variables.
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Table 5.8: Mean and standard deviation in continuous variables across type of disability

Disability
Visual (n=93) Physical (n=113) Possible range
Variables M SD M SD Min Max
Predictor
Disability severity 35.74 5.83 39.16 5.84 13 100
Protective factors
Optimism 17.90 3.01 16.61 242 0 24
Social support 14.16 4.24 13.72 4.27 0 30
Adaptive coping 32.98 7.72 28.64 7.62 0 60
Risk factors
Discrimination 14.44 8.54 22.49 7.35 9 54
Positive domains of
well-being
Satisfaction with life 20.39 5.87 22.25 6.79 5 35
Flourishing 40.55 6.78 36.01 8.25 8 56
Prosocial behaviour 6.45 1.95 5.32 1.80 0 10
Positive affect 30.08 5.10 27.13 5.65 10 50
Negative domains of
well-being
Depression 11.78 6.13 13.89 6.47 0 21
Anxiety 14.32 7.64 15.95 6.92 0 21
Conduct problems 2.63 1.86 3.05 1.79 0 10
Negative affect 23.74 7.87 22.93 6.05 10 50
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5.6.2.4 Correlation between predictors and well-being outcomes among
adolescents with visual and physical disabilities

Despite differences in the level of well-being between adolescents with visual and
physical disabilities, the pattern of relationships between the predictors and well-being
outcomes in the two groups was highly similar (Appendix B). In addition, a one-sample Chi
square test indicated that the extent to which similar findings was observed was highly unlikely
to be due to chance (Continuity correction x21, n=206) = 13.2, p = .0003). Therefore, the two
samples were combined in subsequent analyses to achieve greater statistical power. The
relationship between predictors and well-being outcomes for the combined sample is shown in
Table 5.9.
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Table 5.9: Pearson product-moment correlations between predictors and well-being outcomes in the combined sample (n=206)

Scale 1 2 3 4 5 6 7 8 9 10 11 12 13

1. Severity of disability

Protective factors

2. Optimism -.01
3. Social support -247 18"
4. Adaptive coping -.18" .00 35"

Risk factors

5. Discrimination -.02 -.01 .02 23"

6. Out-of-home care 207 -.02 -.09 -417 0 - 19%*

Positive domains of well-being

7. Satisfaction with life -.10 18" 55™ 14 A7* .09
8. Flourishing -.24™ 33" 45" 19" .26** - 27** 45"
9. Prosocial behaviour -.07 33" 49™ .33 .05 -19**  39™ 427
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10. Positive affect -.06 27 217

Negative domains of well-being

11. Depression 227 =247 -157
12. Anxiety 20 =217 =227
13. Conduct problems 01 -37" =23
14. Negative affect 12 -197  -44™

37

.08
.00
-.03

-.01

21%*

38**

22**

16*

31**

_.22**

.06

.04

-.10

-.04

27

.02
-.22™
-.23™

27

32"

-.08
-.10
-.18"

-17"

A43™

-.03
-.03
-.32™

-.26™

-.04

.03

24"

-.04

53"
25"

31

29™

37

28"

Note. n = 206, p < .001 (2-tailed), “p < .01(2-tailed).
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Severity of disability. Severity of disability was related to only three of the eight
domains of well-being. It showed a small negative correlation with one positive domain of well-
being (flourishing), and small positive correlation with both mental health problems. It was also
related to three other predictors. These included two protective factors (social support, adaptive
coping) and one risk factor (out-of-home care). In all cases, the size of the effect was small
(Table 5.9).

Other predictors. Two protective factors, optimism and social support, were positively
associated with all the positive domains of well-being (satisfaction with life, flourishing,
prosocial behaviour, positive affect) and negatively correlated with all the negative domains of
well-being (depression, anxiety, conduct problem, negative affect). The effect sizes were small
to moderate (Table 5.9).

The risk factor out-of-home care was negatively associated with three of the four positive
domains of well-being: flourishing, prosocial behaviour and positive affect. No correlation was
found between this factor and any negative domain of well-being (Table 5.9).

In contrast, the risk factor discrimination had a positive association with all four negative
domains of well-being. The effect sizes were from small to moderate. However, a surprising
finding was that discrimination was also positively associated with life satisfaction, flourishing

and positive affect. The effect sizes were small.

5.6.2.5 Testing the direct relationships in the research model and identifying
independent predictors of well-being

One or more predictor variables that explained independent variance were identified for
each well-being outcome. However, the number of such predictors and the magnitude of their
relationships with well-being differed across domains (Table 5.10).

No predictor variable explained independent variance in all domains of well-being.
However, all the predictors had an independent relationship with at least one domain of well-
being. Both optimism and discrimination were independently related to six of the eight domains
of well-being. Social support was independently related to four of the eight domains of well-
being. It is noteworthy that severity of disability showed independent relationships only with the
two types of mental health problems.

Taken together, the variables in the research model explained a significant amount of the
variance in every well-being outcome (Table 5.10). The total amount of variance accounted for
by the predictor variables indicated the usefulness of the research model in predicting individual
differences in each domain of well-being. The research model accounted for more than 25% of

the variance in three positive domains (satisfaction with life, flourishing and prosocial
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behaviour) and one negative domain of well-being (symptoms of depression). However, it had
considerably lower predictive power for some other outcomes. In particular, the amount of
variance in symptoms of depression explained by the research model was twice more than that

for symptoms of anxiety (Table 5.10).
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Table 5.10: Results of regression analyses identifying independent relationships between

predictor variables and eight well-being outcomes

Variables Adjusted RZ b B SE  95% CI tvalue P value
Positive outcomes

Satisfaction with life .36
Disability severity 02 .02 .07 (-11,.15) 31 .76
Optimism 07 -17 .14 (-12,.42) 113 .27
Social support 56 .15 .09 ( .66,1.03) 8.84™ .005
Adaptive coping -03 .84 .05 (-.14,.08) -46 .67
Discrimination 16 -.03 .04 (.03,.19) 2.63° .001
Out-of-home care A8 .11 .89 (.78, 4.35) 2.83" .01

Flourishing .36
Disability severity -09 -12 .08 (-.28,.04) -1.14 .26
Optimism 24 69 .17 (.36,1.01) 4.16™ .00
Social support 39 .72 .12 (.49,.95) 6.18 .00
Adaptive coping -10 -10 .07 (-.23,.04) -1.44 78
Discrimination 22 .18 .05 (.08,.28) 3.60™ .001
Out-of-home care -21 -355 1.11 (-5.73,-1.37) -3.21" .05

Prosocial behaviour .39
Disability severity .08 .03 .02 (-.01,07) 150 .13
Optimism 24 17 .04 (.09, .25) 4.08" .00
Social support 40 .18 .03 (.13,.24) 6.22" .00
Adaptive coping A7 .04 .02 (.01,.08) 2.45° .05
Discrimination -04 -01 .01 (-.03,.02) -49 .62
Out-of-home care -08 -34 .28 (-.89,.21) -1.23 .89

Positive affect 16
Disability severity 03 .03 .08 (-12,.17) .35 24
Optimism 21 49 15 (.18,.79) 3.14™ .001
Social support 05 .08 .11 (-.13,.31) 83 .23
Adaptive coping 24 20 .06 (.07,.32) 3.08" <.001
Discrimination 09 .06 .05 (-.03,.16) 1.32 .12
Out-of-home care -10 -1.46 1.02 (-3.56,.53) -1.46 .86
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Negative outcomes

Depression .28
Disability severity 24 25 .07 (12,.39) 3.75" 01
Optimism -22 -51 .14 (-78,-23) -3.61™ .01
Social support -08 -13 .10 (-.32,.07) -1.27 .06
Adaptive coping A1 .09 .06 (-.03,.20) 1.48 .07
Discrimination 45 30 .04 (.22,.38) 7.06™ .01
Out-of-home care 10 136 .94 (-49,312) 145 19

Anxiety 13
Disability severity 19 .23 09 (.06, .40) 271 .05
Optimism -18 -46 .18 (-.81,-12) -2.66" .05
Social support -19 -33 .12 (-51,-.02) -212 .06
Adaptive coping .04 .04 .07 (-.09,.19 .69 .07
Discrimination 24 .18 .05 (.09,.30) 3.627 .01
Out-of-home care 04 65 118 (-2.16,2.47) .13 .96

Conduct problem 19

Disability severity 00 .00 .02 (-.04,.04) 04 26
Optimism -33 -22 .04 (-30,-13) -5.05" .01
Social support -16 -07 .03 (-.13,-.01) -228 .06
Adaptive coping -05 -01 .02 (-.05,.02) -70 .06
Discrimination 24 .05 .01 (.02,.07) 3.62 .01
Out-of-home care -12 -49 29 (-1.05,.07) -1.72 51
Negative affect .25
Disability severity .04 06 .09 (-11,.23) .69 .26
Optimism -10 -29 .18 (-.63,.06) -1.62 .32
Social support -36 -.67 .12 (-92,-43) -541" .01
Adaptive coping 05 .05 .07 (-.09,.19 .69 .06
Discrimination 33 .28 .05 (.17,.38) 5187 .01
Out-of-home care -06 -1.02 1.18 (-3.34,1.30) -87 .50

Note. n =206, p <.001 (2-tailed), "p < .01(2-tailed).

In summary, the predictive power of individual variables and of the research model
showed marked differences across well-being outcomes. Despite this, one protective factor
(optimism) and one risk factor (discrimination) were independently related to six of the eight
domains of well-being outcome. Social support was independently related to half of the well-
being outcome in this study (four domains), and in each case it was the strongest independent

predictor.
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5.6.2.6 Identifying risk and protective factors that moderate the relationship
between severity of disability and well-being outcomes

The research model also predicted that the relationship between severity of disability and
well-being outcomes would be moderated by five predictors (optimism, social support, adaptive
coping, discrimination and out-of-home care). However, severity of disability was related to only
two domains of well-being (depression and anxiety). Therefore, this prediction could be tested
for only these two domains. The moderating effect of the predictors was tested using the
PROCESS macro for SPSS (Hayes, 2013). One of the advantages of this software is that it
eliminates calculation errors by automatically centering the predictors, computing the interaction
term and displaying the simple slopes.

Among the five predictors, only adaptive coping had a moderating effect. None of the
five predictors moderated the relationship between severity of disability and symptoms of
depression (Table 5.11, Figure 5.9). However, adaptive coping served as a buffer in the
relationship between severity of disability and anxiety symptoms (Table 5.12, Figure 5.10).
When levels of adaptive coping were low (1 SD below the mean) or at the mean, there was a
positive relationship between severity of disability and anxiety symptoms, (Low: b =0.41, 95%
Cl[0.26, 0.56], t = 5.44, p <.001; At the mean: b = 0.25, 95% CI [0.10, 0.41],t=3.32,p <
.001). However, when levels of adaptive coping were high (1 SD above the mean), there was no
relationship between severity of disability and anxiety symptoms (b = 0.10, 95% CI [-0.12,
0.31],t=0.89, p =.37). Graph 5.1 plots the simple slopes for this interaction.
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Table 5.11: Findings from the PROCESS analyses testing whether predictor variables

moderated the relationships between severity of disability and symptoms of depression

b
Predictors [95% CI] SEB t p
Optimism
R2 =0.09, SME = 37.90
Optimism -0.48 0.17 -2.82* < .01
[-0.81, -0.15]
Disability 0.21 0.07 2.78* <.01
[0.06, 0.35]
Interaction -0.02 0.03 -0.67 .50
[-0.07, 0.04]
Social support
R2 =0.05, SME = 39.30
Social support -0.15 0.11 -1.37 17
[-0.36, 0.07]
Disability 0.20 0.07 2.75* .01
[0.06, 0.34]
Interaction 0.00 0.02 0.10 .92
[-0.03, 0.03]
Adaptive coping
R2 =0.27, SME = 38.42
Adaptive coping 0.12 0.06 1.9* <.01
[0.00, 0.24]
Disability 0.26 0.07 3.78* <.01
[0.13, 0.40]
Interaction -0.01 0.01 -1.21 .05
[-0.02, 0.01]
Discrimination
R2=0.23, SME =31.93
Discrimination 0.30 0.06 4.92* < .01
[0.18, 0.42]
Disability 0.28 0.07 4.33* <.01
[0.15, 0.41]
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Interaction 0.00 0.01 0.28 .78
[-0.01, 0.02]
Out-of-home care
R2=0.05, SME = 39.30
Out-of-home care -0.28 1.03 -0.27 .79
[-2.31, 1.76]
Disability 0.26 0.07 3.83* <.01
[0.12, 0.39]
Interaction 0.21 0.15 1.39 17
[-0.09, 0.50]
*p<.01
Table 5.12: Findings from the PROCESS analyses testing whether predictor variables
moderated the relationships between severity of disability and symptom of anxiety
b
Predictors [95% CI] SEB t p
Optimism
R2=0.08, SME = 49.39
Optimism - 0.52 0.16 -3.17* <.01
[-0.84, -0.20]
Disability 0.20 0.08 2.57* .01
[0.05, 0.36]
Interaction -0.04 0.03 -1.71 .09
[-0.10, 0.01]
Social support
R2=0.07, SME = 50.18
Social support -0.29 0.11 -2.57* .01
[-0.51, 0.07]
Disability 0.19 0.08 2.51* .01
[0.04, 0.34]
Interaction -0.02 0.01 -1.25 21
[0.04, 0.01]
Adaptive coping
R2=0.06, SME = 50.29
Adaptive coping 0.04 0.07 0.54 .59
[-0.11, 0.19]
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Disability 0.25 0.08 3.32* <.01
[0.10, 0.41]
Interaction -0.02 0.01 -2.93* <.01
[-0.03, -0.01]
Discrimination
R2=0.10, SME = 47.38
Discrimination 0.20 0.05 3.83* <.01
[0.10, 0.30]
Disability 0.27 0.08 3.55* <.01
[0.12, 0.42]
Interaction 0.00 0.01 0.30 .76
[-0.01, 0.01]
Out-of-home care
R2 =0.04, SME =51.62
Out-of-home care -0.76 1.33 -0.57 57
[-3.39, 1.86]
Disability 0.26 0.08 3.44* <.01
[0.11, 0.41]
Interaction 0.10 0.17 0.62 .54
[-0.23, 0.43]
*p<.01
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Figure 5.9: Visual summary of the results of the PROCESS analyses investigating the possible

moderating role of predictor variables in the relationship between disability severity and

symptoms of depression
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(b =-0.02, p = .003)
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Figure 5.10: Visual summary of the results of the PROCESS analyses investigating the possible
moderating role of predictor variables in the relationship between disability severity and

symptoms of anxiety
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Graph 5.1: Simple slopes showing the moderation by adaptive coping of the relationship

between severity of disability and symptoms of anxiety
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5.6.3 Person-focused analyses

Although it was expected to explore the mechanism that underlies the relationship
between severity of disability and well-being outcomes, mediation analyses were not performed
due to some certain reasons. There are prerequisite conditions that a model must satisfy in order
to run mediation analyses. The first condition is that independent variable must be related
to dependent variable (Statistics solution, 2013). However, in the current study, there are only
two dependent variables (depression and anxiety) out of 8 well-being outcome domains related
to independent variable (severity of disability). This model, therefore, was likely not a helpful
model to seek to identify the mechanism or process for the relationship between the two
variables.

Instead of running mediation analyses after moderation, it was believed that it would be
helpful to explore how the whole sample of adolescents with disabilities was classified on the
basis of the eight well-being outcomes, and then determine the extent to which the predictors
(optimism, social support, adaptive coping, discrimination, and out-of-home care) influenced
membership in the classified clusters. Therefore, person-focused analyses were performed after

the moderation analyses but not mediation analyses as normally expected order.

5.6.3.1 Identifying clusters of participants
A cluster analysis explored sub-groups of adolescents with disabilities classified on the
basis of the eight well-being outcomes (satisfaction with life, flourishing prosocial behaviour,
positive affect, depression, anxiety, conduct problems and negative affect). A two-step analysis
procedure, in which the number of groups was unrestrained, identified three clusters:
= The largest cluster (n = 111; 54.4% of the sample) showed a pattern across well-being
outcomes that could be classified as “global resilience”, because members had high
scores for most positive well-being outcomes, low levels of negative affect, and showed
only mild symptoms of depression and mild or moderate levels of anxiety.
= The smallest cluster showed a pattern across well-being outcomes that could be classified
as “domain-specific resilience” (n = 25; 12.3% of sample). The members were
characterized by very poor mental health, shown by very high scores for symptoms of
depression and anxiety. The scores were twice as high as those in other groups and were
within the severe and extremely severe range, respectively. They also reported low life
satisfaction (below the mid-point on the scale) and high negative affect (at the midpoint
on the scale). Despite this, they reported high levels of flourishing and a moderate level

of positive affect.
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= The third cluster accounted for one third of the participants (n = 68; 33.3% of the sample)
and showed a pattern across well-being outcomes that led them to being named the

“surviving group”. This group’s members reported only mild symptoms of depression

and mild or moderate levels of symptoms of anxiety. However, their scores for positive

domains of well-being were low and their antisocial behaviour (conduct problems) was
within the normal range. However, this group had the lowest scores for flourishing and

positive affect (both below the midpoint on the scale) (Table 5.13).

The quality of this cluster model was fair (on a scale of poor, fair and good) (average
Silhouette = 0.3, ratio of sizes = 4.44). The outcomes that played the greatest role in determining
cluster group membership were satisfaction with life, symptoms of anxiety and prosocial
behaviour (Table 5.13).

The cluster analysis was then repeated with two variables added: severity of disability
and type of disability. The results remained the same, and type of disability and severity of
disability were the variables with the least importance in determining cluster membership

(predictor importance = 0.14 and 0.07, respectively).

Table 5.13: Characteristics of three clusters of participants and the importance of predictors

Cluster label and size

AL Aa L5

Global resilience Surviving group Domain-specific
group (n = 111) (n=168) resilience group
(n=25)

. S4.4% 33.3% 12.3%
Predictors (111) (58] (25)
(in rank order)

Satisfaction with life M =24.19 M =15.59 M =16

PI=1 (above midpoint) (below midpoint) (below midpoint)
Anxiety symptoms M =12.77 M = 14.88 M =27.36
P1=0.89 (moderate) (severe) (extremely severe)
Prosocial behavior M =6.81 M =4.26 M =5.76
P1=0.75 (normal range) (normal range) (normal range)
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Flourishing
PI1=0.72

Depression symptoms

P1=0.69

Conduct problems
Pl1=0.53

Negative affect
P1=0.48

Positive affect
PI=0.24

M=4191

(above midpoint)

M =11.64
(mild)
M =2.12

(normal range)

M =20.73
(below midpoint)

M =30.26
(below midpoint)

M=3171
(at midpoint)

M = 11.47
(mild)
M =3.34

(normal range)

M =24.85
(below midpoint)

M =25.34
(below midpoint)

M = 38.04

(above midpoint)

M =22.80
(severe)
M =4.48

(normal range)

M = 32.60
(at midpoint)

M = 30.52
(at midpoint)

Note. n = Number of participants. M = Mean. Pl = Predictor importance.

5.6.3.2 Identifying predictors that differentiated the clusters of participants

A post-hoc analysis using multinominal logistic regression was conducted to determine

the extent to which the predictors (optimism, social support, adaptive coping, discrimination, and

out-of-home care) influenced membership in the three clusters (global resilience, surviving

group and domain-specific resilience group). Results indicated that the set of predictors reliably
distinguished between the three clusters (x> = 137.89, p < .001 with df = 10) with a moderate

effect size (Nagelkerke’s R? = .580). Both the global resilience and domain-specific resilience

groups were more likely to have higher scores on optimism and adaptive coping than the

surviving group (Domain-specific resilience group: Exp (B) = 1.02 and 1.08, respectively;

Global resilience group: Exp (B) = 1.44 and 1.04, respectively). Optimism and social support

were significant predictors for membership of the global resilience group, but they were not for

the domain-specific resilience group (Domain-specific resilience group: Optimism: Wald (1) =

0.03, p = .86, social support: Wald (1= 0.08, p =.78; Global resilience group: Optimism: Wald

@ = 17.05, p <.001, social support: Wald )= 35.59, p <.001). Discrimination was the only

significant predictor of membership in both the global resilience and domain-specific resilience

groups that distinguished them from members of the surviving group (Table 5.14).

In summary, the combined sample of 206 adolescents with disabilities in this study could

be classified into three clusters regardless of their disability type and severity. The majority of

participants showed resilience across many domains of well-being. Participants in the globally

resilient cluster could be distinguished from the members in the surviving cluster on the basis of
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their high scores for two protective factors (optimism, social support) and their lower score on

one risk factor (discrimination).
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Table 5.14: Multinomial logistic regression analyses showing the factors that distinguished

participants in the two “resilient” clusters from those in the surviving cluster

95% Confidence
Interval
Cluster Predictor B SE Wald df  Sig Exp(B) Lower  Upper
Domain- Intercept -875 265 1089 1 .00
specific
resilience Optimism 02 12 03 1 .86 1.02 81 1.29
group
Social support -.03 .09 08 1 78 .98 .82 1.16
Adaptive coping .08 .04 295 1 .09 1.08 99 1.17
Discrimination 21 .05 1886 1  <.001 1.23 1.12 1.35
Out-of-home 3 64 37 1 55 148 42 520
care
Global Intercept -100  2.37 3483 1 <.001
resilience
group Optimism 36 .09 1705 1 <001 1.44 1.21 1.71
Social support 40 .07 3459 1 <.001 1.49 1.30 1.70
Adaptive coping 04 03 154 1 22 1.04 98 1.11
Discrimination .09 .03 750 1 .01 1.09 1.03 1.16
Out-of-home 98 57 295 1 09 38 12 115
care

Note. (a) The reference category is the “Surviving group”.
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5.7 Conclusion and discussion

Previously, most studies conducted in high-income countries have found that people with
disabilities have high scores for mental health problems and other negative domains of well-
being (Gortmaker et al., 1990; Sobol, 1990; Gureje et al., 2008; Wolman et al., 1994; Blum,
1994). However, it remained unclear whether this precluded them also showing high scores for
positive domains of well-being. It also remained unclear whether type of disability and severity
of disability predict well-being, and what other factors also predict well-being and/or moderate
the relationship between severity of disability and well-being. This is the first study investigating

these issues in a sample of adolescents with visual and physical disabilities a LAMIC.

It is note worthy that both the recruitment sites and the recruitment processes used in this
study have a number of implications for the interpretation of the findings. Although the
recruitment strategy produced a larger and more diverse sample of adolescents with disabilities
than most previous research, the sample is not representative of adolescents with visual and
physical disabilities in Vietnam. It has three shortcomings in this respect. First, none of the
recruitment sites were in Northern Vietnam. Second, none of the recruitment sites were in very
remote locations on the Western border of Vietnam, which have the highest concentration of
people from ethnic minorities. Third, in order to gain a clear picture of the consequences of two
specific types of disabilities (visual and physical), the study excluded adolescents who had
multiple disabilities. Therefore, the findings of the study cannot be generalised to all adolescents
with a visual or physical disability in Vietnam, and as a result, applications of the findings to

policy and practice need to be done with caution.

Well-being among adolescents with visual and physical disabilities.

In high-income countries, adolescents with disabilities are at an elevated risk of
experiencing poor psychosocial well-being (da Silva et al., 2011; Eapen, Al-Gazali, Bin-Othman,
& Abou-Saleh, 1998; Ezpeleta et al., 2007; Fuhr & De Silva, 2008; Honey et al., 2011; Orr,
Weller, Satterwhite, & Pless, 1984; Weder, 2010). However, under some conditions, adolescents
with a disability also appear to be able to achieve levels of well-being similar to those of peers
without a disability (Berntsson et al., 2007 & Hellstrém, 2007).

Findings from the current study confirm that adolescents with disabilities in LAMICs are
vulnerable to mental health problems. It is noteworthy that the prevalence of severe and

extremely severe symptoms of depression and anxiety in this study were three and four times
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higher, respectively, than that expected in the general population. If this finding can be replicated
in other LAMICs, there would be many important implications in terms of economic
development for those countries. The economic burden of mental health problems should make it
an ongoing target for public health interventions, especially among vulnerable populations such
as adolescents with disabilities.

However, it was also noteworthy that adolescents with disabilities reported levels of
satisfaction with life, flourishing and positive affect that were above the midpoints on the
relevant scales. This finding allows a more nuanced understanding of their well-being and may
help to overcome deficit models of disability that perpetrate stigma. Practitioners and policy
makers may benefit from considering both positive and negative domains of well-being when
designing support services for young people with a disability. In particular, an understanding of

positive domains of well-being would allow a strengths-based approach to interventions.

Measurement issues

Because it assesses the severity of disability by focuses on impaired functioning in the
key domains of life, the 12-item WHO DAS 2.0, contains one question about emotional impact,
“How much have you been emotionally affected by your health problems”. This may have
conceptual overlap with one or more domains of well-being. However, the non-specific nature
of the question and the number of other items in the WHO DAS 2.0 makes it unlikely that the
associations between severity of disability and either positive or negative domains of well-being
were inflated. Indeed, severity of disability was not positively correlated with negative affect,
symptoms of anxiety, or conduct problems and showed only a weak positive correlation with
symptoms of depression (accounting for less than 5% of variance). Similarly, it was not
negatively correlated with positive affect, prosocial behaviour, or satisfaction with life and
showed only a weak correlation with flourishing (accounting for about 5% of variance). There is
therefore very little evidence to suggest that any conceptual overlap between severity of
disability and positive or negative domains of well-being artificially inflated the association
between these.

There was also partial conceptual overlap between some of the predictor variables. This
has two sources. First, most predictor variables reflected subjective judgements made by the
same individual. Second, high levels of some predictor variables (e.g., optimism) were likely to
motivate behaviours likely to contribute to other predictor variables (e.g., flourishing). Such
correlations between predictor variables may artificially inflate evidence of moderated

relationships in regression analyses. Although inter-correlations between predictor variables
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were found, tests of multicollinearity indicated that these were not of sufficient magnitude to
affect the results of the regressions. Moreover, in analyses in which the possible moderating
effects of five predictor variables (optimism, social support, adaptive coping, discrimination and
out-of-home care) on eight well-being outcomes (satisfaction with life, flourishing, prosocial
behavior, positive effect, depression, anxiety, conduct problems, negative affect) were examined,
only one moderated relationship was found (adaptive coping served as a buffer in the
relationship between severity of disability and anxiety symptoms) and this had a very small
effect size. Therefore, there was very little evidence that any conceptual or measurement overlap

between predictor variables inflated the magnitude of moderated relationships.

Differences in well-being and predictors according to type of disability and
demographic variables.

Very few previous studies have compared levels of well-being across young people with
different types of disability (Silva et al., 2011a; Gutman et al., 2010). This study hypothesized
that because young people with visual and physical disabilities encounter unique psychosocial
challenges, they may also show unique patterns of psychosocial well-being. The findings suggest
that this may be the case for some positive domains of well-being. Adolescents with a visual
disability had higher mean scores than adolescents with a physical disability for three positive
outcomes: flourishing, prosocial behaviour and positive affect. However, no differences were
found between the two groups on any negative domains of well-being. In particular, there was no
difference in mental health problems between visually and physically disabled adolescents.
However, it is unclear whether this finding should be attributed to type of disability. Adolescents
with a visual disability had higher levels of two protective factors (optimism, adaptive coping)
and a lower prevalence of one risk factor (out-of-home care). It should be noted that these
differences remained after controlling for another confounding factor, the severity of disability.
Thus, the most plausible explanation appears to be that adolescents with a visual disability might
be less adversely affected by disability than those with physical disabilities as they have greater
access to assets that protect against adversity, and less exposure to external risks than their peers
with a physical disability. However, this explanation awaits confirmation by future research.

Living in out-of-home care appears to be an important factor related to the difference in
well-being between adolescents with visual disability and their peers with physical disability.
The percentage of adolescents who lived in out-of-home care differed dramatically by type of
disability, with many more adolescents with a physical disability living out-of-home than

adolescents with a visual disability. Out-of-home care shows strong negative relationships with
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some domains of well-being. In the USA and other Western countries there are active attempts to
eliminate the circumstances in which young people with disabilities live in this type of facility
(Friedman & Kalichman, 2014). At present, out-of-home care seems to be the optimal option for
many young people, especially those with physical disabilities living in rural areas who wish to
pursue an education or obtain employment in Vietnam and other LAMICs.

In addition, data concerning out-of-home care illustrates the shift from rural to urban
areas among adolescents with disabilities. The legacy of Buddhist traditions in Vietnam
(UNICEF, 2010) has led to a widespread stigma concerning disability. The legacy of the
Buddhist tradition in which disability is viewed as a punishment for mistakes caused by parents,
or by the person with disability in a previous life, leads many rural families with children with a
disability to avoid shame by keeping these children at home out of the public eye. In addition,
the low income of many rural families prevents them from affording the cost of sending their
children to special schools or support centres, especially because these are often only available in
urban areas. As a result, until recently, many disabled children in Vietnam did not attend school.
In 2010, it was reported that only one in four children with a disability could go to school and
almost half of these children aged 6-17 were illiterate (Rosenthal, 2009; UNICEF, 2010).
However, the increasing urbanization of Vietnam appears to be allowing greater access to
services for young people with a disability. In the current study, three-quarters of adolescents
with a visual disability lived in urban areas did not need to move out of their home for schooling
or vocational training. In contrast, the vast majority of adolescents with a physical disability
were from rural backgrounds and therefore needed to live out-of-home in order to access these
opportunities.

Gender is often a demographic characteristic associated with psychosocial well-being
outcomes. In many LAMICs, female teenagers face additional challenges resulting from gender
inequalities and discrimination (Pearson, 1995; Yu & Sarri, 1997). Therefore, it was predicted
that they might have poorer well-being than boys. However, in this study, contrary to this
expectation, no difference was found between male and female adolescents in either positive or

negative domains of well-being.

The association between severity of disability, risk and protective predictors and
well-being outcomes.

All of the predictor variables in the research model explained independent variance in at
least one domain of well-being. However, while some predictors were related to many domains

of well-being, the predictive power of others was more domain-specific. One of the noteworthy
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findings of the current research was that severity of disability was found to make an independent
contribution to the variance in only two of the eight domains of well-being (symptoms of
depression and anxiety), and it was not the strongest independent predictor in either case. That is,
disability did not determine the destiny of these young people. These results are consistent with
the theoretical framework used in the current study, in which well-being is viewed as an outcome
that has multiple determinants, only some of which are directly related to disability.

It is noteworthy that three predictor variables, optimism, social support and
discrimination, explained independent variance in many domains of well-being. They were also
the largest contributors to explaining variance in some domains of well-being. These findings are
consistent with previous studies about the positive influence on well-being of optimism (Wrosch
& Scheier, 2003), and social support (Turner & Noh, 1988; Abubakar et al., 2013) and negative
impact of discrimination (UNICEF, 2013). The unexpected and counter-intuitive results of the
simple correlations showing that discrimination was positively associated with three positive
well-being outcomes (life satisfaction, flourishing and positive affect), awaits replication and
explanation in future research.

In general, the research model can be considered to have utility. The distal predictor
(severity of disability), protective factors (optimism, social support, adaptive coping), risk factors
(discrimination, out-of-home care) included in the model all contributed independent variance to
least one domain of well-being. Two protective factors, optimism and social support, were
positively associated with many domains of well-being (six and four domains, respectively).

Moderators for the relationship between disability and well-being outcomes.

The research model proposed that the other predictor variables would moderate the
relationship between severity of disability and each of the well-being outcomes. However, there
was little evidence that this was the case. Only one instance of moderation was found. There was
evidence that adaptive coping served as a buffer between the severity of disability and symptoms
of anxiety among adolescents with disabilities. This finding is consistent with many previous
studies showing the positive role of adaptive coping for well-being among other vulnerable
populations (e.g., Huijgevoort, 2002; Bryden, 2015).

The current study also highlights the context-dependent nature of findings. In the
Vietnamese context, there was no evidence that optimism, social support, and discrimination,
moderated the relationship between disability and any well-being outcomes. However, such
moderating relationships have been found in earlier research in both Western (Honey et al.,
2011) and Asian contexts (Ho, Cheung, & Cheung, 2010).
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Three clusters of adolescents with disabilities

Regardless of severity and type of disability, the participants in this study could be
classified into three clusters with unique characteristics. Most participants showed resilience in
some domains of well-being. Nevertheless, many of the participants were struggling with
significant challenges of mental health problems. These findings are consistent with those from
the variable-focused analyses in which a large number of participants reported severe and
extremely severe symptoms of depression and anxiety and yet means scores for some positive

domains of well-being were above the midpoint on the scale.

5.8 Limitations and future research

The current study had several limitations and knowledge in the field will be advanced if
these limitations can be addressed in future research. Although the multi-site, multi-sectorial
sampling strategy used in this study was designed to capture diversity in the population of
Vietnamese adolescents with a disability, no attempt was made to obtain a nationally or
regionally representative sample. The absence of any comprehensive national register of
adolescents with a disability precluded this possibility. Although the four research sites captured
rural and urban, and inland and coastal contexts, all were in Central and Southern Vietnam. As a
consequence, data from this study cannot be used as the basis for estimates of national or
regional prevalence rates for particular positive or negative well-being outcomes. For example,
the data cannot be used to estimate the national, regional or provincial prevalence of severe or
very severe symptoms of anxiety or depression among Vietnamese adolescents with a visual or
physical disability. Moreover, the results of the analyses identifying predictors of well-being
cannot be meaningfully translated into national or regional odds-ratios. In summary, the research
findings can more usefully be applied to psychology than to epidemiology.

Second, the study used a cross-sectional observational research design. Therefore, no
inferences about causal relationships were appropriate. The research model examined in this
study showed a direction of effect from severity of disability to well-being that was informed by
evidence from previous research (Lucas, 2007). It has been argued, however, that the direction of
effect could be reversed. In particular, poor well-being in domains of mental health may magnify
the severity of disability (Beekman et al., 2002). Longitudinal and experimental research is

needed to help us understand the causal processes underlying the current results.

Third, the study did not explore differences in community attitudes towards the two types
of disability or towards young people with congenital and acquired disabilities. A traditional

belief in many Asian countries, including Vietnam, is that congenital disability is a punishment
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for bad behavior in a previous life (Ngo et al., 2012). It is unclear whether this attitude is also
held towards young people who acquire their disability as a result of illness, injury or war
(Shiloh, Heruti, & Berkovitz, 2011). It may be important for future research to access
community beliefs and attitudes towards different sources of disability, the extent to which these
beliefs and attitudes are accepted and adopted by young people with a disability, and the way
these attitudes influence their well-being.

Fourth, the research model did not predict a clinically significant amount of variance in
two domains of well-being: positive affect and symptoms of anxiety. In order to improve
prediction of these outcomes, it is necessary for future research to identify variables with
stronger predictive power for these outcomes and incorporate these into the model.

Fifth, it is likely that that specific type of service provider and its quality can affect well-
being of adolescents with disabilities. Findings about well-being of adolescents with disabilities
were not taken these factors into account. Future study should investigate possible predictors that
were not included in the model such as type of service provider, its quality, years of staying in a
service provider, poverty, cause of disability and blaming attitude

Sixth, the absence of parallel data from peers without a disability (from a control group in
the present study, or from previous research) limited the interpretation of the descriptive
statistics. For example, it was not possible to make judgements about whether the participants’
access to resources, exposure to risks, or well-being outcomes were higher or lower that those of
other Vietnamese adolescents. The ability to make such judgements would have strengthened
the fulfillment of Aim 1.

Seventh, participants were recruited via their principal service provider, which may have
been their own families, Buddhist pagodas, churches, specialist schools, orphanages, charitable
organizations, or a government or non-government agency. One implication is that service
providers may have biased the sample through the extent to which they encouraged or dissuaded
their clients to become involved. The purposeful sampling strategy used to ensure a diverse
sample also introduced biases. As with most other qualitative research, the aim was not to obtain
a nationally or regionally representative sample as a basis for making generalizations about a
population. Therefore, caution should be used when applying the findings in similar contexts
and it is inappropriate to generalise the findings, for example about the percentage of participants
who encountered specific challenges, to a population.

Several strategies were used to avoid the participants’ responses being biased due to the power of
the service providers. First, all adolescents who met the inclusion criteria and were receiving

services from a service provider who agreed to co-operate with the research received an
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invitation to participate. Second, a third person, who was not directly involved with the
prospective participants was assigned the task of delivering the information letters and consent
forms to young people with visual or physical disabilities. Third, the use of the same drop box to
collect consent forms from all invited persons, including those who did not agree to participate,
was designed to preclude service providers and peers becoming aware of which adolescents had
agreed (and declined) to participate. Evidence of the effectiveness of these strategies in reducing
bias in the sample was a high participation rate (93 percent; 224/240).

In addition, in order to reduce bias in responses, the interviews took place in a safe and
comfortable place that precluded the conversation being observed or overhead by anyone

associated with the service provider.

5.9 Conclusion

In conclusion, despite its limitations, the present study provided some new insights
into both the level of well-being among a large and diverse sample of young people with a
disability in a LAMIC. It was the first study to document multiple outcomes in both positive
and negative domains of well-being. It was therefore the first study to show that young
people with visual and physical disabilities are able to maintain moderate levels of well-
being in several positive domains while also experiencing the challenges of very significant
mental health problems. In addition, the inclusion of young people with two types of
disabilities was a distinctive feature of the research. It is the first study to show that young
people with a visual disability enjoy somewhat higher levels of well-being in some positive
domains than their peers with a physical disability. The current study identified risk and
protective factors and tested them in a research model on multiple outcomes. It is noteworthy
that the protective role of social support is evident for many domains of well-being among
Vietnamese adolescents with disabilities. The next study focused on exploring this factor

from the participants’ perspective.
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CHAPTER 6 - STUDY 3: QUALITATIVE STUDY EXPLORING
PERCEPTIONS OF CHALLENGES TO WELLBEING AND
SUPPORT NEEDS HELD BY VIETNAMESE ADOLESCENTS
WITH A VISUAL OR PHYSICAL DISABILITY

“There is no such thing as a worthless conversation, provided you know what to listen for.”
Miller (1965, p. 5)

6.1 Abstract

Visual and physical disabilities have a high prevalence among children in low- and
middle-income countries, and have a profound effect on these children’s developmental
trajectories. For most of these children, having access to appropriate informal and formal support
is a prerequisite to realize their potential, achieve quality of life, and contribute to their
community. However, in low- and middle-income countries support services are typically
limited in both quality and quantity. The current study aimed to gain insight into the
developmental contexts of Vietnamese adolescents with a visual or physical disability by
exploring their perceptions of the everyday challenges they face, their evaluations of current
support services and their perceptions about the types of support services that would allow them
to thrive. Data were collected from in-depth individual semi-structured interviews, which were
conducted with adolescents (aged 10-19 years) with a visual (n=12) or physical (n=9) disability
drawn from diverse rural, regional and urban sites in Vietnam. An audio recording was made of
each interview to allow verbatim transcription by the researcher. A content analysis was
conducted, and the findings were organized using Bronfenbrenner and Morris’s bio-ecological
framework. Both groups of adolescents reported five similar challenges: mobility limitation,
problems relating to social relationships, the very few pathways available to them to make the
developmental transition to adult status with a career and financial independence, current
financial stress and limited opportunities for recreational activities. It is noteworthy that the
participants associated these challenges with their microsystems, rather than directly with their
physical impairments. The adolescents’ greatest unmet needs were for vocational and psycho-
social support. However, there was also an unmet need for information: Most participants were
unaware of the full range of support services that were available to them. The types of support
services that participants perceived to be ideal were directly related to the five challenges they
identified. Their ideas about ideal support focused on three main aspects of service quality:
physical characteristics (convenient location, accessible, aesthetically pleasing), infrastructure

(space, areas, useful equipment) and staff characteristics (friendly, dedicated and highly
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competent). Responses from all participants were integrated to create a model to guide the
development and reform of services to support the development of Vietnamese adolescents with

a visual or physical disability.

6.2 Introduction

For many people with disabilities, support providers serve as a ‘bridge’ that connects
them with their community and allows them to succeed. The provision of material support, such
as assistive devices, may allow young people with disabilities to participate in social activities,
work, and live in their community independently (Green et al., 2005). The provision of
psychosocial support may allow also improvement in quality of life (Kokoric, Berc, & Rusac,
2012). Without such support, many young people with disabilities are likely to be socially
isolated, unable to engage in meaningful activities, or dependent on others (Takamine, 1998).

People with disabilities seek diverse types of support from diverse types of service
providers. Types of support include environmental adaptation (e.g., assistive devices),
communication support, social engagement strategies, education, employment, advocacy,
respite, assistance animals (e.g., guide dogs), therapeutic interventions, information and advice.
These can be provided by formal or informal service providers.

Each type of service provider has its own strengths and weaknesses. Formal support
providers encompass agencies of the State and non-government organizations (e.g., faith-based
organizations, international charities). Formal support services usually employ professional staff
and have a clear mission to maximize the benefit for people with disabilities. With stable funding
and a duty to implement disability laws, formal service providers play an important role in
setting standards for interventions and other support services for people with disabilities. Formal
services may also provide training and guidance for informal support providers, such as family
and friends, so that they are better able to care for the person with a disability. When formal
support is appropriate and accessible, the demands that care places on informal support providers
are reduced. Such service providers not only reduce the physical and psychological challenges
on families with a member with a disability, but can also reduce the financial pressure, as
caregivers who are freed from caregiving are able to participate in income-generating activities
(World Health Organization, 2011).

Despite these potential advantages, some models of formal service provision may not
lead to positive well-being outcomes. In particular, formal service providers providing
institutional care for young people with disabilities have been widely criticized (Borbasi,
Bottroff, Williams, Jones, & Douglas, 2008; Parmenter, 2008). Historically, many providers of
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specialist institutional care have delivered only basic amenities (e.g., housing, food). They also
often focus on children who have been abandoned by their families. But even under the best
conditions, institutional care is likely to limit opportunities for community engagement, include
human rights abuses and fails to provide individualized care and autonomy (World Health
Organization, 2011; Disability Rights International, 2016). In LAMICs, these shortcomings of
institutional care are often exacerbated by poor living conditions, inadequate staffing, shortage of
food, and lack access to appropriate medicines and rehabilitation (World Health Organization,
2011). In addition, people with disabilities in institutional care perceive that they have very little
power or control over their own lives (Freidson, 1970). As a result, for more than 20 years,
stakeholders have promoted models of non-institutional formal care for young people with
disabilities (Chiriacescu, 2008).

Informal support providers encompass family members, friends and other members of the
communities in which persons with disabilities live. These provide most of the support received
by young people with disabilities, even in high-income countries, where formal support services
for people with disabilities are available (World Health Organization, 2011). In particular,
immediate family members and friends provide most of the emotional, material and instrumental
help for young people with disabilities. As a result, young people with a physical disability in
Western countries reported that the help provided by family and friends is more important to
their quality of life than the support they receive from formal support services, such as social
welfare departments (Leutar & Stambuk, 2007). The strengths of informal support are that it is
provided in the flexible context of ongoing attachment relationships, characterized by reciprocity
and a deep knowledge of the preferences and challenges of each young person with a disability
(Kokoric et al., 2012). The weakness of informal support is that family members and friends
often lack relevant professional knowledge and the specialized skills needed to provide the best
possible care for young people with a disability. They may also not have the knowledge and
resources to prevent or reduce disability. Many children become disabled, or their disability
becomes more severe because family members fail to access necessary medical interventions for
their children (World Health Organization, 2004). In addition, informal support providers usually
have limited access to specialist resources (e.g., assistive devices). In summary, each type of
service provider has its own advantages and disadvantages. Acknowledging those is important in
‘top-down’ decision-making about service provision.

Effective service provision is responsive to the needs of the people it serves. This
requires a bottom-up approach in which the voices of the end users are taken into account

(Dobrzynska, Rymaszewska, & Kiejna, 2008; Fortune, 2013). Services that are perceived to be
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irrelevant, inaccessible or unacceptable are likely to be underused. There are many examples of
services in high-income countries that have been designed from the top-down and that have not
been utilized because they do not meet the needs of the target clients (Bigby, 2010; Lunenborg,
Nakken, Van der Meulen, & Ruijssenaars, 2011). In contrast, when there is a deep understanding
of the challenges faced by people with a specific disability, sometimes a single well-chosen
support can help to overcome many problems (Sarason, Shearin, Pierce, & Sarason, 1987).
Therefore, it is important to document the opinions of young people with visual and physical
disabilities to inform the development of support service for them. The current study aims to
capture the voices of young people with disabilities who receive support from diverse providers
(faith-based care centres, government specialist centres, non-government care centres, family) as
they discuss their perceptions of the challenges to their well-being and their support needs,
evaluate current support services, and identify the characteristics of service providers that
influence their well-being.

While research in high-income countries has provided children and adolescents with
disabilities with opportunities to share their experiences and expectations about support services
(Watson et al., 2000), few adolescents with disabilities in LAMICs have been given this chance.
However, even in high-income countries, the development and improvement of support services
for people with disabilities is usually based on perceptions and expectations of parents or
caregivers rather than that of young people with a disability (Maloni et al., 2010; O'Brien,
Whitehead, Jack, & Mitchell, 2012). This may be due to the assumption that their parents or
caregivers are more aware of their problems and the support they need than the young people
themselves. In addition, even in high-income countries, attempts to document the opinions of
young people with disabilities often fail to include voices from rural areas. The current study
aims to bridge an important gap in research by capturing the voice of adolescents with
disabilities in diverse contexts (rural/urban) who are receiving support from diverse service
providers (religious support centres/specialised schools/in-home care) in a LAMIC. The
objective was to develop a culturally relevant model that summarized the characteristics of an
ideal service provider for adolescents with visual and physical disabilities in the Viethamese
context.

Vietnam has a large number of young people with a visual and physical disability
(UNICEF, 2000), however, services to support their participation and well-being are still limited
in both quantity and quality (Mensch et al., 2003; UNICEF, 2010). For example, one survey
showed that up to 60% of young people with disabilities did not receive any form of formal
support services (UNICEF & MOLISA, 2004). Until very recently, this situation showed little
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evidence of improvement (The Department of United Nations Population Investigation in
Vietnam, 2011). There continues to be a gap in the provision of disability-specific support
services and in the provision of services outside the main urban centres (UNICEF & MOLISA,
2004). It is hoped that the findings from the current study will provide insights to inform the
improvement of service provision for Vietnamese adolescents with visual and physical

disabilities.

6.3 Research aims
Study 3 had three aims:

(1) To identify:
= common challenges facing Vietnamese adolescents with visual and physcial
disabilities;
= the challenges for which participants believed that they needed support from external
sources.
(2) To capture the evaluations of current support services made by Vietnamese
adolescents with visual and physical disabilities
(3) To explore the characteristics of service providers that influenced the well-being of
Vietnames adolescents with visual and physical disabilities by capturing the qualities of

an ideal service provider.

6.4 Method

6.4.1 Participants

A subset of 21 participants from Study 2 participated in this study (visual disability: n =
12, physical disability: n = 9; male = 11, female = 10) (Table 6.1). The participants were
recruited by purposive sampling to preserve the diversity of the sample in terms of age, gender,
type of disability, level of disability, in-home/out-of-home care and geographic location; and to
include participants with high and low satisfaction with life, and high and low levels of
optimism. The age of participants ranged from 11 to 19 years (M = 15.48 years). About half of
the sample had been disabled since birth (n = 10); one quarter (n = 5) had acquired their
disability postnatally as a result of a traffic accident or illness, and the remainder did not know
how or when they became disabled because they were abandoned by their parents at a young age
(n = 6). Participants were recruited by purposive sampling to preserve the diversity of the sample
in terms of age, gender, type of disability, level of disability, in-home/out-of-home care and

geographic location; and to include participants with high and low satisfaction with life, and high
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and low levels of optimism. One outcome of considering such a large number of factors in a
small sample was that only one or two adolescents were drawn from many contexts. For
example, only one of the participants lived in their family home, only one attended a church-

funded special school, and only two were cared for by Buddhist monks in a pagoda (Table 6.1)
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Table 6.1: Demographic characteristics of participants in Study 3

ID Gender Age Education® Type of Cause of disability ~ Type of
disability accommodation
1 Male 16  Special Visual Iliness at 1.5 years ~ Government holistic
class” care centre
2 Male 14 8 Visual Congenital Government holistic
care centre
3 Female 16 O Physical Congenital In care of monks at
Buddhist Pagodas
4  Male 16  Special Visual Traffic accident at Government holistic
class” 12 years of age care centre
5 Male 16 O Visual Congenital Government holistic
care centre
6 Female 17 11 Visual Congenital Government holistic
care centre
7 Female 19 O Physical Congenital In care of monks at
Buddhist Pagoda
8 Female 12  Special Visual Brain tumour at 6 Government holistic
class” years old care centre
9 Male 12 5 Visual Not known Family
10 Female 10 O Physical Not known In care of monks at
Buddhist Pagodas
11 Male 14 9 Visual Congenital Specialist school
12 Male 15 9 Visual Congenital Government specialist
school
13 Male 17 9 Visual Not known Government specialist
school
14 Male 17 9 Visual Congenital Government specialist
school
15 Female 15 10 Physical Traffic accident at NGO specialist school
15 years of age
16 Female 18 6 Physical Not known NGO specialist school
17 Male 19 6 Physical Fever at 2 years of NGO specialist school
age
18 Female 19 11 Physical Not known NGO specialist school
19 Male 17 9 Visual Not known Government specialist
school
20 Female 11 11 Physical Congenital Government specialist
school
21 Female 15 1 Physical Congenital Church-funded

special school

Note. “Special class” refers to an ungraded class that does not follow the mainstream school
curriculum.
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6.4.2 Recruitment

First, service providers were asked for permission to approach potential participants to
invite them to be involved in one or both of Studies 2 and 3. Then, on the basis of their responses
in Study 2, a subset of participants was given a Letter of Introduction (Appendix H) and consent
form for Study 3 (Appendix I). When participants were under 18 years of age, informed consent
was sought using a two-step process. First, a Letter of Introduction and consent form were sent
to their parents or guardians (Appendix J). Second, participants under 18 years of age were
provided with an oral explanation of the information in the Letter of Introduction and were asked
to give verbal assent. Participants and their parents/guardians were allowed sufficient time to
consult with friends, family members and the researcher before making their decisions about
participation. The response rate was 92% (22/24 adolescents who were approached agreed to
participate), however one of these was unable to complete the interview. Thus, a total of 21

participants completed Study 3.

6.4.3 Interviews

All data were collected from in-depth individual semi-structured interviews conducted by
the principle researcher. The participants’ words were audio-recorded, and pens and large sheets
of paper were provided to allow participants express their ideas graphically.

The semi-structured interviews were organized around eight main questions, which
explored information relevant to the three research aims. After establishing rapport with each
participant, the interview was introduced: The ultimate aim of this research is to improve the
services provided to young people with a disability to help them overcome their
challenges/difficulties. In order to do that, I am, first of all, very interested in understanding the
challenges you face in your life. Everyone encounters challenges in their lives. Many of the
challenges faced by young people with a disability may relate to the same issues as those faced
by other young people (e.g., problems concerning finance, friendship, health, family, transport,
communication, harmonious living, sport activities, love, career, sexuality etc...). Other
challenges faced by young people may relate to their disability.

The interview began with four questions that aimed to identify the most common and
significant challenges faced by Vietnamese adolescents with visual and physical disabilities
(Aim1).

Question 1: Could you share with me the kinds of challenges that you have encountered in
the last month?
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Question 2: Now, | would like to ask you about an imaginary situation. Imagine that you
had a magic wand that could help you change three things. You could not change your
disability, but you could change anything else, what would you change? And why?
Question 3: Now | would like you to think about the real world. | am interested in gaining
a better understanding of your perceptions of what would help you overcome the

challenges you face. What are challenges that you think you can solve yourself?

Question 4: What other challenges are there for which you think you need external
support?
The next three questions explored the participants’ evaluation of their current support providers
(Aim 2).

Question 5: Is there anything about currently available support services that you think is
not effective or unhelpful for you, and why?
Question 6: What kinds of services do you want to be available, but do not currently exist?
Question 7: Is there anything that should be changed or improved in order for these
current support services to be more effective?
The last question explored the participants’ perceptions concerning the qualities of an ideal
support provider.
Question 8: What characteristics do you think that an ideal support service would have?

In addition to these eight main questions, the semi-structured interview format allowed
the use of follow-up questions to either (1) seek clarification to ensure that the participants’
experience and views were accurately documented, or (2) to allow a deeper understanding of the
issues the participants had raised (Dahlgren, Emmelin, & Winkvist, 2004). In addition, a list of
available services was used to ensure that participants were given the opportunity to comment on
each. In order to maintain a natural conversational tone, minor changes to the wording of
questions were made across interviews to respond to differences in context. This proved to be an
important advantage of the semi-structured interview format when working with this population
who had no prior involvement in research.

Most interviews were completed in 20-35 minutes. An audio recording was made of each
interview to allow verbatim transcription by the researcher. Then, an independent expert in
disability who is bilingual in English and Vietnamese provided translation from Vietnamese into
English for most of the interviews (n = 14) while the remaining interviews were translated by the
researcher, who is also bilingual in Vietnamese and English (n = 7).

At the end of the interview, each participant received a list of support services and the

researcher’s contact details in case they needed assistance.
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6.4.4 Data analysis

6.4.4.1 Inductive content analysis

Interview data were analyzed through inductive content analysis (Elo & Kyngés, 2008).
There is consensus that content analysis is an appropriate method for analysing verbal, written or
visual information in qualitative research ( Cole, 1988; Elo & Kyngés, 2008; Vaismoradi,
Turunen, & Bondas, 2013). There are two approaches to content analysis: inductive and
deductive. Inductive content analysis enables researchers to identify key concepts and themes
derived from the data, rather than from prior theories (Elo & Kyngas, 2008). This was
particularly appropriate in the current research, because there are few previous studies about
support services for Vietnamese young people with disabilities that would allow a focus on
predefined categories of responses. In addition, inductive content analysis is the most relevant
approach for capturing the original ideas of the participants to provide new insights into an issue.
Inductive content analysis allowed the perceptions of participants with disabilities to be
documented regardless of whether these perceptions were consistent with available empirical
evidence. The results of the analysis were used as the basis for the development of a model that
summarized desired characteristics of service providers for Vietnamese adolescents with visual

and physical disabilities.

6.4.4.2 Coding process

The inductive content analysis was conducted using the five-step method proposed by
Graneheim and Lundman (2004) and specific coding methods proposed by Saldafia (2016). In
the first step, the recorded interviews were translated from Vietnamese into English. The English
transcripts were used as the data because English-speaking researchers needed to be able to
complete an independent analysis to check the accuracy and reliability of results. In the second
step, an iterative process was used to divide the transcripts into meaning units. In the third step,
the meaning units were coded based on multiple coding methods and consideration of the
differences and similarities between identified codes. In the fourth step, the codes were grouped
into categories and then classified into sub-themes. Finally, themes relevant to challenges, need
for external support, and desired characteristics of a good service provider were formed from the
sub-themes (Graneheim & Lundman, 2004).

Transforming information from meaning units into codes is one of the most important
stages in inductive content analysis (Saldana, 2016). Coding methods proposed by Saldafia
(2016) were used to enhance the accuracy and objectivity of coding. The most commonly used

methods in the study were: attribute coding (e.g., age, gender), magnitude coding (e.g., positive,
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negative), simultaneous coding (e.g., one meaning unit that was relevant to two issue required
more than one code), and descriptive/topic coding (which used a noun code). In some cases, in
vivo coding, which preserves the participants’ verbatim responses was also used (Saldana, 2016).

Four steps were followed to apply these methods. First, ten transcripts were sampled; and
draft codes, categories, subthemes and themes were inductively developed. These formed the
basis of a draft codebook. Second, a pilot test was conducted in which an independent researcher
attempted to apply the codebook to each of five transcripts on two separate occasions. Third, the
results of the pilot test were used to refine the draft codebook. Fourth, the final codebook
(Appendix K) was used to code all 21 transcripts.

As recommended by Saldafa (2016), I regularly wrote analytic memos as a part of the
qualitative analysis process. The purpose was to document and reflect on various aspects of the
analysis, such as code choices, research objectives, emergent concepts, patterns, categories, the
extent to which the responses could be synthesized, how I personally related to the participants
and other personal thoughts that could have contributed to bias in the codes, categories, themes
and the conclusions I drew. This writing task was very helpful in scrutinizing the process of data

analysis and minimizing bias (Saldana, 2016).

6.4.4.3 Pilot analysis

Five out of the twenty-one available transcripts were used for a pilot analysis. The
preliminary pilot analysis had two aims: to determine

(1) if the translations were equivalent in terms of the codes, categories, subthemes and

themes they generated;

(2) if the draft codes could be applied reliably by coders other than the researcher.

A three-step process was used in the pilot study. First, the researcher and a qualified
translator independently translated five transcripts from Vietnamese into English. As a result,
two sets of independent translations of five transcripts were available. Then, the two transcripts
for each participant were coded in random order by an independent researcher at four-week
intervals. Differences in the codes that were assigned to the two transcripts from the same

participant were identified (Table 6.2).
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Table 6.2: Differences in coding in different translations of the same interview

Participant ID Time Meaning units Codes Differences in
identified assigned coding

A 1 32 38 0
2nd 33 38

B 1 20 20 1
2nd 20 21

C 1 48 48 0
2nd 48 48

D 1 39 41 6
2nd 43 46

F 1 24 24 5
2nd 27 28

Note. n = number.

A quantitative analysis showed that there were few differences in the number of units
identified or the number of codes that were assigned across the two translations for the first three
participants. However, for other two participants (D and F), the difference in number of codes

was large (6 and 5, respectively) (Table 6.2).

A detailed examination of the nature of each discrepancy was undertaken by the
researcher. Two issues were identified. First, most discrepancies could be attributed to a lack of
clarity in the codebook that affected data for codes but not data for subthemes or themes. For
example, the meaning unit ‘People go quickly, I walk very slowly’ as assigned the code
‘Challenges/ Freedom of movement/ challenges compared to others’ at one time and
‘Challenges/freedom of movement/comparison to others’ at the other time. Both codes captured
a challenge relating to freedom of movement. The codebook was edited to avoid further trivial
discrepancies in coding. Second, other discrepancies between codes could be attributed to small
differences in the meaning units that were identified. For example, at one time the sentence “I
wish | studied to know letters and learn numbers to recognize the value of notes, how to use
money” was broken into two units: “/ wish I studied to know letters” and “learn numbers to
recognize the value of notes, how to use money”. These were assigned the codes ‘Wish and
Desire/Education/Literacy’ and ‘Wish and desire/Education/Numeracy and finance’ respectively.
However, at the second time point, the same sentence was broken into two meaning units: “I
wish I studied to know letters and learn numbers” and “to recognize the value of notes, how to
use money”, which were coded as ‘“Wish and Desire/Education/literacy and numeracy’ and

‘Wish and desire/Education/Finance’, respectively. The codebook was revised to avoid future
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trivial differences in identification of meaning units that had consequences for the assignment of
codes.

Overall, the differences in the transcripts and the codes that were assigned to these
transcripts were very minor. They did not affect the sub-themes or themes that were identified. It
was therefore concluded that there was a high level of agreement between the two sets of
translations and that the translations were equivalent in terms of the themes they generated. The
pilot analysis led to some refinements for the codebook that clarified the rules for dividing
transcripts into meaning units to improve the clarity of the distinction between codes. Thus, the

revised codes were judged to allow reliable coding by coders other than the researcher.

6.5 Results

The results are organized according to the three research objectives: common challenges;
demand for, and evaluation of, existing support services; and the perceived characteristics of an
ideal service provider. Many adolescents with disabilities raised similar issues, which resulted in
several themes being identified with a high frequency. For brevity, only one or two quotations
were selected as examples for each theme and subtheme. Because of the small number of
participants, no attempt was made to compare themes between adolescents with the two types of

disabilities.

6.5.1 Topic 1 - Challenges to well-being faced by Vietnamese adolescents with

visual and physical disabilities

Findings regarding the challenges faced by Vietnamese adolescents with visual and
physical disabilities were drawn from three sources: (1) responses to participants the question
about challenges participants encountered in the last month, (2) issues raised indirectly in
responses to the prompt about what they wished they could change for their lives, (3) challenges
identified indirectly when participants responded to the prompt about the qualities of an ideal
service provider. The results showed that concern about three broad challenges was very
prevalent. These related to freedom of movement, social relationships and pathways to a career
(e.g., barriers to education, vocational training and employment). Additional themes that were
raised by a minority of the participants included financial problems, discrimination and lack of

contact with family members.
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6.5.1.1

Freedom of movement

Almost all participants, regardless of the type or severity of their disability, identified

freedom of movement to be a significant challenge. Moreover, it was usually the first challenge

they mentioned. The lack of independent mobility resulted in a heavy dependence on other

people.

Due to the impairment, | have difficulty going to school, or even helping
my parents do housework. | just sit and wait for them. | cannot do
anything by myself. (Participant 15, 17-year-old girl with a physical
disability)

When | go out with friends, my friends have to take my hands and guide
me. (Participant 4, 16-year-old boy with a visual disability)

The challenge of mobility not only limited participants’ daily activities, but also placed

them in danger from traffic and from other hazards. It was noteworthy that many participants

faced these difficulties and dangers on a daily basis when they travelled to and from their school

and the market.

I have only one method of moving. That is walking on foot. You know, |
face risk from traffic accidents on my way every day. (Participant 6, 17-
year-old girl with a visual disability)

When | go out in the streets, | have to use a stick. It is a bamboo stick but
used as a white cane. People go quickly, I go very slowly. | sometimes hit
a chair or a motorbike. (Participant 14, 19-year-old boy with a visual

disability)

It was also clear that restrictions on independent movement limited the participants’

participation in social and recreational activities:

I have no big problem with moving around but I cannot play football very
well. Because of not seeing clearly, | sometimes cannot pass the ball to
other players. I mainly play based on the sound of the ball bell [a small
bell put into a ball so that children with visual disabilities can follow the
movement of the ball by sound and the red colour of the ball].
(Participant 5, 16- year-old boy with a visual disability)

Difficulties with independent movement were also a resource challenges on the

participants’ families. Because adolescents with disabilities needed supervision when they

travelled, other members of their family needed to forego income-generating activities or

household tasks in order to accompany them.

I need support from others in travelling... My parents have to be with me
most of the time. (Participant 18, 19-year-old girl with a physical
disability)
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One of the main reasons for participants’ restricted movement appears to be the absence
of disability accessible infrastructure, such as ramps and walking lanes. This is particularly true
in rural areas:

There have to be always two people to help me travel every time | go to
my hometown because the infrastructure there is very poor. It is easy to
trip in the road. I cannot go without help there. (Participant 8, 12-year-
old boy with a visual disability)

In summary, limitations on independent movement are a common challenge to the well-
being of participants. It poses a threat to their safety, limits their participation, and is a source of

burden for their families.

6.5.1.2 Social relationships

Another challenge that was widely reported by the participants was the difficulty of
initiating and maintaining positive social relationships. For adolescents with disabilities, social
relationships are also an important resource to support wider participation in their communities.
Thus, it is not surprising that participants expressed their desire for a greater quantity and quality
of social relationships.

I want to have more friends, more close friends. (Participant 3, 14-year-
old boy with a visual disability)

However, they encountered challenges in both existing and new relationships. For existing
relationships, the challenges came from their lack of confidence in maintaining friendships, and
their small number of friends and disrupted romantic relationships.

I find maintaining friendships is a challenge. Finding a friend is difficult

and maintaining this friendship is even more difficult. (Participant 9, 12-
year-old boy with a visual disability)

Some participants lacked confidence in their ability to achieve friendships, and explained
how this might result in losing friends:

If people [friends] are close, there are also problems...I doubt my
ability... Even though I do not do anything, they [my friends] may think
or be afraid that | can discomfort them or do a bad thing for them. | am
having fewer and fewer friends than before. (Participant 1, 16-year-old
boy with a visual disability)

Romantic relationships during adolescence are relatively rare as only two out of 21
participants reported that they had ever had a boyfriend/girlfriend. Both indicated that they kept

their romantic relationship a secret and had little hope that it would become a long-term
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relationship. In one case, the participant attributed the break-up of her romantic relationship to

acquiring her disability (as a result of a car accident).

Regarding ‘“that person’” [laughing], since I had the accident, he
gradually left me. Maybe he was embarrassed because of me, I don’t
know... (Participant 15, 15-year-old girl with a physical disability)

Participants also reported that initiating conversations with others as a strategy to widen

their social relationship was also a challenge, even when they were among their classmates. They

attributed their difficulties to a range of issues, including a lack of interest or trust in others, lack

of social skills needed to make friends, and lack of communication skills. Adolescents’ own

behaviours therefore, may contribute to their marginalization.

I rarely talk to others, unless they ask me. In the inclusive class, | do not
know anyone to communicate with. | am afraid that they dislike or have
contempt for me. | do not feel comfortable talking with others. The ones
who came to talk to me might be just curious about me (Participant 1,
16-year-old boy with a visual disability)

...I also need assistance to have more friends. | do not know how to start
a conversation with a new person... By that, I hope I can make friends
easily and have more friends. I think I should put more effort on
communicating with others. (Participant 2, 16-year-old girl with a
physical disability)

Other adolescents with disabilities reported discrimination and/or social exclusion.

From the beginning to the end of the school year, there were a few
persons coming to me. It has been so sad that | have not talked with
many friends in class. Since | was not able to come and talk with them,
they thought I was “autistic”. They did not read homework/studying
tasks for me. They did not notice my existence. | wish they were friendlier
and talked to me. (Participant 1, 16-year-old boy with a visual disability)

The sources to which young people attributed their difficulties in social relationships are

summarized in Figure 6.1.

In summary, adolescents with visual and physical disabilities encountered challenges in

both developing and maintaining social relationships. This was most often mentioned in the
context of friendships with peers. These challenges were attributed to their own deficiencies

(lack of social skills, communication skills, social confidence) and external barriers (such as

discrimination and marginalization by others). Difficulties with social relationships were often

linked to other challenges, such as limited social participation and career opportunities.
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Figure 6.1: Categories leading to challenges in social relationships among Vietnamese

adolescents with visual and physical disabilities

Category Subtheme Theme

Lack of confidence in
maintaining friendships

Reduced number of

friends Challenge in

maintaining existing
relationships

Lack of romantic

relationship

N Challenges in initiating
Discrimination and and maintaining social
marginalization relationships

Lack of trust/interest in

others Challenge in

developing new
friendships

Lack skills to make
friends

Lack of communication
skills
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6.5.1.3 Pathway to career

The theme ‘pathway to career’ captured two subthemes: education and vocational
training. These two issues were common concerns across participants with the two types of
disabilities.

The most common response to the question about what they would change “if they had a
magic wand” was that they would be able to study more effectively so that they could achieve a
higher level of education.

I only wish that I could study well. That’s all. I do not need anything
other than that. (Participant 15, 15-year-old girl with a physical
disability)

As disabled people, only few students can enter college and university.
The majority are not able to do so. | am a girl with only average grades
at school; I will find it very difficult to continue my studies after |
graduate from high school. (Participant 18, 19-year-old girl with a
visual disability)

The significance attributed to education reflected a belief that a good education provided
one of the few pathways to a job that was open to people with disabilities. That is, education was
a pathway to their future career.

Career is another concern. | am not sure what | will do for living in the
future. But I know I need to study well first. (Participant 15, 14-year-old
boy with a visual disability)

In many cases, the desire for a high level of education was explicitly linked with securing
an income and becoming financially independent of their families.

If 1 had three wishes, the first wish would be study well to have a good
job, so that I could be financially secure. (Participant 11, 14-year-old
boy with a physical disability)

I will not have money until I have a job. (Participant 1, 16-year-old boy
with a visual disability)
Participants in late adolescence were acutely aware of the importance of gaining
employment in the near future. Many participants expressed their concerns about how they
would be able to make a living.

I have no clear future. 1 do not know how I will live, what job | can do. |
am so worried. (Participant 18, 19-year-old girl with a physical
disability)
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I do not know how to tell you and make you understand how deeply |
need... that all I wish for is a stable job, a regular income to take care of
myself, no need to live dependently to others. (Participant 16, 18-year-
old girl with a physical disability)

Concern about their future careers was not due to the absence of career goals. Many
participants expressed an interest in a specific career. The most frequently mentioned aspirations
were to be a musician, a therapeutic massage worker, a practitioner of traditional medicine, a
traditional doctor, an information technology specialist and a teacher. However, many realized
that extensive additional training would be required in order to pursue a career in these fields.
Many noted that such training was not currently available.

I would like to be an English teacher...! like learning English so it would
be great if there were volunteers or English teachers here to teach us.
(Participant 10, 10-year-old girl with a physical disability)

Many participants recognized that their career choices would be limited by the narrow
range of vocational training available to them. Five of the participants (1, 3, 9,14 and 19)
expressed a personal interest in a career in music, but few believed that this was achievable.

Regarding my career, | am pursuing traditional medicine. I love singing
and playing guitar, but I do not think I am able to afford a guitar. |
cannot pursue it as an official job. At school, there are teachers teaching
us massage and traditional medicine so | will take these as my future
career. (Participant 12, 15-year-old boy with a visual disability)

For some participants, no vocational training was available. Some others were unable to
afford the vocational training that was available for them.

I would like to attend cooking, walking and singing class. These kinds of
class are available, but my family is not able to afford them, so that | do
not join them. (Participant 9, 12-year-old boy with a visual disability)

Thus, there was often a wide difference between what adolescents with disabilities would
like to do, and what they have to do, for their future employment.

Overall, challenges resulting from limitations in freedoms of movement, social
relationships, and pathways to a career were prevalent among adolescents with visual and
physical disabilities in Vietnamese.

Other themes. Other challenges raised by a minority of the participants included
financial difficulties, lack of contact with family, harassment, low opportunity for marriage, and
lack of medical provision. It is important to note that subsequent prompt questions revealed more
challenges. For example, the challenges of maintaining contact with family members while in

out-of-home care was never mentioned in response to the prompt question about challenges in
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the previous month. However, many participants raised this issue in response to the question
about the characteristics of an ideal service provider. They desired that family members would
be allowed to visit, or ideally stay with them, when they attended a residential service. Currently,

many families live at a distance that prevents regular contact with their child.

6.5.2 Topic 2 - Evaluation of current support services

Two main themes were identified: demand for specific types of support and under-use of

existing support services.

6.5.2.1 Support needed for well-being

Many of the challenges that participants faced in daily life could not be overcome
without the help of formal or informal provision of support. Several types of external support
were mentioned by more than one participant. Most were directly relevant to the challenges they
had identified in earlier responses.

Support for travel. Because freedom of movement was one of the biggest challenges
faced by Vietnamese adolescents with visual and physical disabilities, it was not surprising that
many participants reported that they needed and used support to overcome this challenge.
Informal support providers, such as family and friends, were reported to provide most support
for travel.

There is a friend who takes me to class and | sit at my place until the
class finishes and 1 go home with him. (Participant 1, 16-year-old boy
with a visual disability)

The absence of ‘disability accessible’ infrastructure, such as ramps or lifts, even in large
cities makes it impossible for young people with disabilities to travel alone, even when they had
mobility equipment.

I need support from others in travelling. I cannot move around without
other people’s help even though | have the walking cane. (Participant 18,
19-year-old girl with a visual disability)

Support for studying. A lack of ‘disability accessible’ learning resources to support
young people with a visual disability also limited their educational opportunities. Large print and
Braille books are rarely available to students. In addition, most teachers have no access to
specialist teaching aids. As a result, many adolescents with a visual disability reported a need for
support in accessing information in textbooks, on the classroom blackboard and for completing

assessable work. However, the availability of this support was often inconsistent.
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Regarding studying, there is lots of homework and it is hard to
understand. Previously, some university students voluntarily came to
tutor us at home from 7-8pm at night. But no one does that at the
moment. (Participant 1, 16-year-old boy with a visual disability)
Vocational support. Many participants expressed their need for support in the form of
vocational orientation and training. This need was often repeated many times in a single

interview.
I wish I could receive the right vocational orientation so that | could
have a good job in future...

...It would be great if there were a Psychological Counselling centre and
Vocational Training Centre at every high school. (Participant 12, 15-
year-old boy with a visual disability)

School teachers were identified as a potential source of vocational training and support.

However, few teachers currently had this as part of their role:

I need all teachers in this centre to help me to study well and master a
job that I want to do in future. (Participant 11, 14-year-old boy with a
visual disability)

Psychosocial support. Many adolescents expressed a need for someone they can trust to
talk to, listen to, and seek advice from confidentially.

I want to look for someone who can keep secrets so that | can share
anything with them without any doubt. (Participant 1, 16-year-old boy
with a visual disability)

I need to talk to others to seek their advice or just be listened to.
(Participant 21, 15-year-old girl with a physical disability)
Most participants sought this additional psychosocial support from their families and
friends, especially when the main purpose in seeking support was to obtain acceptance or
motivation to achieve their goals.

I need support about emotion [sic], | mean | need people around me to
encourage me, love me. Then it helps me to believe that I could have the
power to do everything | like. (Participant 10, 10-year-old girl with a
physical disability)
However, a few participants explicitly indicated a need for support from a mental health

professional.

I am introverted so | really need someone to talk with. A psychological
expert would be useful. (Participant 14, 17-year-old boy with a visual
disability)
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Some participants revealed a level and type of psychological distress that might be best
met by a combination of informal and professional psychosocial support.

I usually sit. People think | just sit for rest, sit for fun. But actually I cry.
Sometime I cry all night when I think about everything. (Participant 4,
16-year-old boy with a visual disability)

Financial support. Several participants also shared their need for financial support.

My family is poor, so that | cannot afford study equipment. My family is
struggling to pay the tuition fee for my studies. | am always worried
about the tuition fee | need to pay each month 1.050.000VND each
month.2. I wish I could have it paid so that I would not have to drop
school. (Participant 14, 17-year-old boy with a visual disability)

In summary, the participants expressed a need for a both material and psychological
support for their well-being. The specific types of support they requested addressed challenges
they had previously identified. Only a small number of participants indicated that they were able

to access the support they needed.

6.5.2.2 Use and evaluation of current support services

Two main sub-themes were identified: (1) a lack of diversity in the support service
providers used by participants and (2) shortcomings of current support services.

Lack of diversity in the support service providers used. Most participants (17 out of
21) accessed support only from the single service provider from which the participants were
recruited for this study. Most of these service providers offered a very narrow range of types of
support, usually education and housing. Very few participants accessed any rehabilitation service
or professional counselling. In some locations such services were not available.

I would like to talk with a psychologist, but I rarely hear about
psychological counselling services. | never see one. (Participant 6, 17-
year-old girl with a visual disability)

However, even in locations where services are available, young people with a disability
were often unaware of them, and the means of accessing them.
I even do not know that they are available so how can | use them.
(Participant 15, 15-year-old girl with a physical disability)

I think they should actively advertise their services, introduce themselves
to us so that | could hear their name. (Participant 15, 15-year-old girl
with a physical disability)

% Equal around US$50.
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Shortcomings of current support services. Although one of the objectives of this study
was to capture the evaluations of the advantages and disadvantages of existing support services,
very little directly relevant data were provided, even when this was explicitly asked for. It seems
likely that three factors contributed to this outcome. First, some participants had become attached
to their current service provider and consequently see it in a very positive light, even though
outside observers could see room for improvement. Second, in a context in which demand for
services was greater than supply, participants were worried about the consequences of making
negative evaluations of their main service provider if the confidentiality and their responses
could not be maintained. Therefore, they avoided making any comment about the service
provider. Third, participants lacked a point of comparison.

I live in the Centre and it is like my family. I really treasure it. Nothing
can compare to this place. (Participant 11, 14-year-old male with a
visual disability)

Am | allowed to not answer this question? 1 would like to keep it for
myself. (Participant 16, 18-year-old girl with a physical disability)

I never use other services other than this place so | do not know how to
compare. (Participant 15, 15-year-old girl with a physical disability)

However, when participants accessed additional support services, some evaluations of
these services were made. In particular, participants made critical evaluations of one
psychological support service and one vocational support service. The psychological service was
perceived to be willing to address only a narrow range of psychosocial issues while the
vocational support service seemed to focus more on theory than on practical training.

It seems like the people there are very specialized in their profession. |
mean they only answered one topic and did not know others. For
example, | asked them about love issues and they helped me with that but
refused to answer other things. (Participant 16, 18-year-old girl with a
physical disability)

| am attending a vocational orientation class, which is held by the
combination of [name of a service provider] and [a high school]... Yes,
the current support service | am using has some certain disadvantages. It
should follow the model of vocational training in Western countries that
students should be allowed to do an internship and observe the job in
person at the workplace. (Participant 12, 15-year-old boy with a visual
disability)

In summary, participants produced few evaluative statements about currently available
services even though they were all in contact with at least one formal or informal provider of

support. Those services that were evaluated were often perceived to be a poor fit’ for the
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participants’ perceived needs. The finding that most participants received service from only one
provider appeared to be due not only to the limited number and type of available services, but
also the poor dissemination of information about available services for young people with

disabilities.
6.5.3 Topic 3 - Characteristics of an ideal service provider

Participants’ descriptions of an ideal service provider related to two broad issues: the

characteristics of its physical infrastructure and the services it provided.

6.5.3.1 Physical characteristics

The importance of the physical characteristics of the service provider was mentioned by
about half of the participants. Given the challenges the participants had identified with freedom
of movement, it is not surprising that they highlighted that having an accessible location was a
key characteristic of an ideal service.

This service should be close to me so that | can sometimes come to visit,
especially when | feel sad. (Participant 1, 16-year-old boy with a visual
disability)

A good service should open many branches, especially in remote areas,
so that disabled people and their families can access them. (Participant
11, 14-year-old boy with a visual disability)

Many service providers in Vietnam offer residential care together with education or
vocational training services. Some specialist schools are boarding schools (Yoder & Office,
2004). Participants using the services of such providers considered that an ideal residential
service would provide private space for personal use as well as public and accessible spaces for
recreational activities.

I also need private room for studying and relaxing.

... Studying is good but studying all the time is not good. It is also very
important to participate in recreation activities. | play football every
night with my friends. | have lived here long enough to remember every
corner here. The centre has a small football ground in the front yard. We
put a small bell in the ball and small stones in the coke cans which we tie
on our legs. By that way, we can know the position of the ball and other
players. Running is good. No run, no fun. (Participant 1, 16-year-old boy
with a visual disability)

In addition, the physical environment of an ideal service provider would be aesthetically

pleasing. In keeping with the importance of aesthetics and the high value of flowers in
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Vietnamese culture (Nguyen, 2007), flowers were often explicitly mentioned, even by
participants who had a visual disability.

This should be a beautiful centre...Yes, I mean this place would have

plenty of room to play around and relax. It should have a football court

and plant lots of beautiful flowers. (Participant 15, 15-year-old girl with

a physical disability)

A beautiful place, it’s clean and has lots of flowers. (Participant 8, 12-

year-old girl with a visual disability)

In summary, participants perceived that physical characteristics of the space occupied by

a service provider were relevant to addressing their access, aesthetic, study and recreational

needs.

6.5.3.2 Types of support

Description of adolescents with a disability of the range of services offered by an ideal
service provider confirmed their desire for holistic care. In particular, they perceived that an
ideal service would meet needs in diverse domains of their lives by providing a source of
vocational training, friendships, psychosocial support, recreation facilities, housing and health

care.

That would be the place I like the best. That place should provide me
with the best services, taking care of me, and allowing me to have a job.
Then I can take care of myself later. That place will allow me to make
many friends, to see them and have fun. ... also wish to have a bookshelf
full of books. (Participant 4, 16-year-old boy with a visual disability)

That centre should be close to my family and be ‘full’ of people who
could help young people with disabilities such as a psychological
counsellor, a vocational adviser, a vocational trainer, etc. (Participant
16, 18-year-old girl with a physical disability)

Among the services seen as desirable in an ideal service provider, vocational training and
psychological support were emphasized by many participants.

I think a good service should have functions to help disabled people who
are looking for a job to find a stable job. (Participant 4, 16-year-old boy
with a visual disability)

I also think that a good support service should have psychological
experts to help people with a disability explain their confusing issues,
help them solve troubles and overcome their difficulties. (Participant 14,
17-year-old boy with a visual disability)

An ideal service provider would also be able to tailor the support it offered to the needs

of young people with disabilities and to have the resources and expertise to allow this.
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Considering it is an ideal support service, it should be in good condition
physically and spiritually. For example, if a student with visual disability
wants to learn massage, then this place should have all necessary
equipment and qualified teachers to help them study the best massage
lessons. (Participant 14, 1 -year-old boy with a visual disability)

Participants acknowledged that many of their support needs were different from the
needs of members of the wider community. Therefore, several participants reported that
specialist services were required. They felt more comfortable in specialist services because they
would be among other people with disabilities.

I would like all services for people with disabilities to be separated [from
the services for all people], so that people with disability can feel
comfortable to come and use them. (Participant 10, 14-year-old boy with
a visual disability)

However, the integration of multiple services for people with different types of
disabilities into one ideal service provider was also a common desire among participants.

...In addition, the centre should organize a variety of types of clubs to
attract disabled people to participate and make contact with each other,
because those people are disabled bodily, but can have diverse gifts.
(Participant 14, 17-year-old boy with a visual disability)

Participants’ comments also highlighted that an ideal residential service would also
facilitate ongoing close contact with families and friends. Currently, most residential service
providers use a centralized model of service delivery that often requires young people with a
disability to be separated from their families and friends.

It would be good if my close friends and my family could live in there as
well. (Participant 6, 16-year-old girl with a visual disability)

There should be friends of mine living there. (Participant 8, 12-year-old
girl with a visual disability)
6.5.3.3 Quality of support

Participants also had expectations about the quality of support offered by an ideal service
provider. They explicitly related this to the characteristics of the staff. It was expected that an
ideal service provider would employ staff members who were friendly, competent and dedicated.

I would like to have friendly teachers who | could greet and ask about
their health. I can have a chat with them. That would be good.
(Participant 4, 16-year-old boy with a visual disability)

It does not matter if they are men or women as long as they do their job
well. (Participant 11, 14-year-old boy with a visual disability)
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In my opinion, an ideal support service should be long-existing (sic) and
sustainable. It means the staff in the service should love their jobs and
overcome all challenges to maintain the operation of the service for a
long time. (Participant 9, 12-year-old boy with a visual disability)

Besides having good staff, an ideal service would also allow adolescents with disabilities to
benefit from the expertise of its staff at an affordable price or at no cost.

If it was an ideal place, it should not ask me pay. (Participant 2, 14-year-
old boy with a visual disability)

In the absence of information about the types of support that are available in other
contexts (e.g., guide dogs, text-to-voice computer software), many participants’ ideas about an
ideal service provider were limited to variations on the support provider from which they were
currently receiving support.

I would like it to look like this Buddha temple, but more beautiful,
cleaner and better. (Participant 10, 10-year-old girl with a physical
disability)

In summary, participants’ perceptions of the characteristics of an ideal service provider
largely reflected the challenges and needs for support that they had reported earlier in the
interview. However, it also revealed for the first time their preference for a ‘one-stop-shop’ that
provided holistic care, the importance of the characteristics of staff and the importance of
aesthetic considerations. The features of an ideal service provider that were explicitly identified
by participants were summarized into a model to guide the development of services for this

population (Figure 6.2).
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Figure 6.2: Model summarizing the characteristics of an ideal service provider from the

perspective of Vietnamese adolescents with visual and physical disabilities

6.6 Conclusion and discussion

This study aimed to capture the views of adolescents with disabilities about the
challenges to well-being that they faced and the type and quality of support they needed. Four
different types of prompt questions (challenges, use of support, evaluation of support services
and ideal service provider) were used to elicit this information. The results showed that many
adolescents with visual and physical disabilities encountered challenges in both the physical and
psychosocial domains of their lives. However, the majority of participants did not receive the
support that was necessary to help them to address these challenges. Most participants had access
to only a single service provider that provided a limited range of support. In contrast, an ideal
service provider would help them to cope with their challenges by providing holistic care and
meeting specific criteria about physical characteristics, staff characteristics and the types of
service provided. A model that summarized and integrated participant’s responses across the
eight prompt questions was constructed to guide the design of new services and the reform of

existing services for this population (Figure 6.1).
219



Challenges faced by Vietnamese adolescents with disabilities

Independent travel. The challenges that Vietnamese adolescents with visual and
physical disabilities encounter were consistent with those reported by people with disabilities
worldwide. It was not surprising that adolescents with disabilities reported that their freedom
movement, education, employment and social relationships were severely limited. Similar
findings have been reported by people with disabilities in many other countries (Groce, 2004;
Stommen, Verbunt, Gorter, & Goossens, 2012; Watson, 2000). However, the level and nature of
the challenges faced by Vietnamese adolescents with disabilities had unique characteristics and
implications.

While adolescents with disabilities in a high-income country can often travel
independently (Bureau of Transportation Statistics, 2003; Sacks & Wolffe, 1998), the majority of
participants in the current study were unable to travel without support from others. The most
common transportation vehicles in Vietnam are motorbikes, and road conditions are generally
poor (Hays, 2014). In addition, public transport by bus is mainly restricted to urban centres and
these are not equipped to be accessible for users with disabilities in either urban or rural areas
(Figure 6.3). Therefore, it is rare to see people with disabilities using public transport (Ford,
2007). This situation is very different from that in many high-income countries. For instance, in
the USA, 40 % of the passengers on public transport are people with disabilities (Bureau of

Transportation Statistics, 2003).
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Figure 6.3. Photographs of urban and rural settings in Vietnam showing obstacles to safe

independent travel by adolescents with visual and physical disabilities (Sources: internet)

Limited freedom in mobility is particularly significant because it may lead to limitations
in many other important domains of life. Without it, young people with disabilities find it

difficult to gain the independence and autonomy, to develop self-confidence and a sense of social
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inclusion (Porcelli, Ungar, Liebenberg, & Trépanier, 2014). In addition, the ability to exercise
freedom of movement is a prerequisite for independent living and most forms of employment
(Bouck & Satsangi, 2014). Thus, limited freedom of maobility is a barrier to material,
psychological and social well-being.

Freedom of movement was a challenge shared by almost every participant in this study,
despite marked individual differences in type and severity of disability. Importantly, the
underlying reasons for restrictions on movement differed between adolescents with physical and
visual disabilities. Adolescents with physical disabilities had limited access to mobility devices
(e.g., wheelchairs, crutches), which contributed to restrictions on their movement. In addition,
lack of investment in public infrastructure for disability access (e.g., ramps, elevators) was also a
significant contributor. In contrast, adolescents with visual disabilities primarily faced
restrictions on movement due to a lack of aids (e.g., white canes) and “unfriendly” traffic
infrastructure (e.g., lack of textured pavements, traffic lights). It can be seen that the environment
was a common factor in barriers to travel for both groups of adolescents with disabilities.
Vietnam indeed has poor traffic infrastructure for people with disabilities (National Coordinating
Council on Disability, 2010; UNICEF & MOLISA, 2010). This at least partly explains why
independent movement was a challenge regardless of the severity or type of disability. In all
cases, the functioning and participation of young people was restricted. This finding is consistent
with the WHO perspective on disability that sees it as the joint outcome of impairment and a
context that fails to support participation and functioning.

Most of the participants lived in a variety of out-of-home contexts. It seems likely that
separation from family members contributed to the frequency with which the participants
mentioned a desire to have greater contact with members of their families, and the fact that the
site for provision of services (e.g., education) was also their residence is likely to have shaped
some preferences (e.g., those reflecting the importance of the aesthetic characteristics of the site
of service provision, or desiring more free space). This type of living might also contribute to
their freedom of travelling.

In most high-income countries, there is wide acknowledgement that a physical
environment that supports functioning for individuals with impairment requires the available
supportive devices (e.g., wheelchairs, walking canes, prosthetic limb) and supportive
infrastructure (e.g., buildings with ramps and lifts, streets with textured surface, walking lanes
and acoustic traffic lights). However, relatively few of the participants in the current study
mentioned these. As the study progressed, it became clear that most adolescents with disabilities

in Vietnam were not familiar with the mobility aids that are commonly used in high-income
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countries, such as guide dogs, electric wheelchairs, or electronic walking canes. There may be
two underlying reasons for this. First, some of the devices may not be convenient to use in the
Vietnamese environment. For example, electric wheelchairs are likely to be of limited use in
many urban centres in Vietnam because of the presence of many obstacles on pavements, streets
packed with motorbikes, and poor road and pavement infrastructure. Other commonly used
mobility aids may simply be beyond the imagination of young people with disabilities living in
poverty in Vietnam, and therefore they have no ability to request them. On the basis of similar
findings in other LAMICs, it has been suggested that orientation and mobility training should be
provided, especially for adolescents with a visual disability, to equip them with systematic
knowledge about independent movement and to allow them to choose the most appropriate
invidualized method to navigate the world (Otero Fernandez, 2004). This type of training has
been shown to be effective in Puerto Rico (Otero Fernandez, 2004). In addition, advocacy for
traffic and architectural infrastructure that is “disability-friendly” needs to be a priority among
stakeholders and publicized through popular media, social media, scientific presentations and in
policies, because improvement on this issue is a commitment made in current Vietnamese law
relating to disability (UNICEF & MOLISA, 2009).

Implementing laws about the rights of young people with disabilities in Vietnam has been
a challenge (Rosenthal, 2009). It is noteworthy that no participant in this study mentioned that
they had a right to specific services (e.g., education) that should be guaranteed under current
laws. In addition, international commitments ratified by Vietnam specify that the state must
provide care, assistance and information free of charge for person with disabilities to facilitate
their development and achievement to the fullest possible extent (UNICEF & MOLISA, 2009).
While state-of-the-art assistive devices and widespread renovation of public buildings may be
beyond the resources of Vietnam and other LAMICs, many effective low-cost resources are
available. In addition, establishing and maintaining a website/network that facilitates the flow of
information and encourages referrals can also be achieved at low cost. There appears to be no
defensible reasons why young adolescents with disabilities in Vietnam remain unaware of their
rights and the resources of support that are currently available to them.

Social relationships. Isolation has been widely acknowledged to be one of the greatest
impediments in the quality of life of young people with a disability (Groce, 2004). This is a very
significant challenge for adolescents, for whom the development and maintenance of
relationships with peers are key developmental tasks (Poulin & Chan, 2010). Social relationships
with all generations are a particular priority for adolescents in collectivist countries such as

Vietnam (Matsumoto & Juang, 2008). Findings from this study highlighted two issues. First,
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very few of the participants had regular opportunities to interact with peers who did not have a
disability, unless these were their siblings. This significantly constrains the number and nature of
the social relationships they have the opportunities to form. Second, even participants who
attended inclusive classes reported that they had very low levels of interaction with their
classmates who did not have a disability. Marginalization within these classrooms appears to
have been the outcome of both social withdrawal by adolescents with a disability and social
exclusion and/or discrimination by other classmates. Clearly, inclusive education in Vietnam is
currently failing to achieve its social goals for some adolescents with a disability. Both an
improvement in the social skills of students with disabilities and efforts to overcome the stigma
of disability among their classmates are necessary to overcome this challenge. In addition, in
Vietnam, romantic relationships during adolescence are relatively rare (Teerawichitchainan,
2007). In this study, only two out of 21 participants reported that they had ever had a
boyfriend/girlfriend.

The perpetuation of institutional care for children and adolescents with a disability in
Vietnam is also a barrier to their quality of life. In Study 2, almost 50% of adolescents with a
visual disability and almost 90% of adolescents with a physical disability were in out-of-home
care. Because of the centralized nature of these institutions, many young people experience long
separations from family and friends in order to achieve an education. Within the institutions,
there is often little continuity in caregivers.

Preparing for future career. In many contexts, having a secure job is a prerequisite for
an independent life for people with a disability (Chengguang Zhao et al., 2012; Roggero et al.,
2005). It is therefore not surprising that Vietnamese adolescents with visual and physical
disabilities expressed great concern about the adequacy of their education and vocational training
as preparation for their future career. The very limited range of vocational choices available to
the participants is also a cause for concern. Educators and employers in Vietnam do not appear to
share the attitudes that have allowed people with a disability to enter almost every profession in
most high-income countries. For example, despite being totally blind, Jacob Bolotin (USA) was
fully licensed to practice medicine, Erik Weihenmayer is a successful mountaineer and Kelly
Knot (UK) is fashion model with a physical disability. In this study, the participants showed their
interest in diverse careers, but many of them were not able to follow their dreams. Although the
participants may obtain a job, it seems unlikely that they will all reach their potential or have a

happy career.
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Evaluation of current support services

Vietnam is a developing country with legacy of war and high prevalence of people with
disabilities (Tatarski, 2013; UNICEF & MOLISA, 2010) and despite its commitment to
improving life for people with a disability (Rosenthal, December, 2009; Tatarski, 2013), the
support services are often not available or accessible to young people with disabilities (Groce,
2004; World Health Organization, 201b). The participants were recruited from diverse service
providers including specialist state-funded schools, faith-based disability centres and orphanages
funded by international charities and families. It was hoped that this would allow evaluations of
a range of service delivery models. However, Vietnamese adolescents with visual and physical
disabilities had very limited access to comparison support services and often did not wish to
evaluate their current service provider, on whose goodwill they were dependent.

One of the reasons for the small number of services accessed by the participants was that
they were unaware of the existence of nearby service providers even when these supplied the
type of support they were seeking. It is unclear whether this is because service providers do not
use effective techniques to advertise their existence to their target clients, or whether current
support systems are already under strain and unable to support more clients. The later is often the
case even in high-income countries such as Australia (Australian Government, 2016).

Ideal service provider. It is noteworthy that the unfriendly attitude of staff that
adolescents encountered from staff in their current service providers was a feature that they
wished to eliminate. In many high-income countries, work with people with disabilities has
largely been professionalized and attracts staff who have a positive attitude toward young people
with disabilities (De Laat, Freriksen, & Vervloed, 2013; Goreczny, Bender, Caruso, & Feinstein,
2011). In contrast, adolescents with disabilities in LAMICs like Vietnam may experience stigma
and even negative attitudes from their caregivers in disability centres. The relationship between
children with a disability and the staff who care for them in such centres is usually unequal; and
the nature of this relationship is not between professional and client but between giver and
receiver (Freidson, 1970). Additional research appears necessary to gain insights into the
prevalence, type and impact of such attitudes and effective ways to address them in LAMICs
(Finkelstein, 1980).

Framework to guide the development of support services for Vietnamese adolescents
with visual and physical disabilities

Participants’ responses were integrated in to a model to guide development and reform of
support services for adolescents with visual and physical disabilities (Figure 6.2). This

framework is organized into three interconnected domains:
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1. Main challenges faced by Vietnamese adolescents with disabilities;
2. Types of external support perceived to be necessary to overcome these challenges;

3. Qualitative characteristics of the service providers desired by Vietnamese adolescents

with visual and physical disabilities.

There were five main challenges that Vietnamese adolescents with visual and physical
disabilities faced in their daily lives. In addition to the three main challenges (mobility limitation,
social relationship and pathway to a career), the participants also mentioned financial stress and
limited opportunities for recreational activities. These factors all belong in the microsystem in
Bronfenbrenner and Morris’s bio-ecological framework (Bronfenbrenner & Morris, 1998, 2006).

It is noteworthy that each and every characteristic of an ideal support service was
“responsible” for addressing one or more of the five challenges they identified. The types of
services for which the participants perceived a need could be categorized into five groups
according to the challenges to which they were most directly related (Figure 6.3). For example,
schooling, vocational training, library and privacy were types of support directly relevant to
preparing for their future career while psychosocial support, opportunities for friendships and
contact with family were directly related to the need to develop and maintain social relationships.
The close match observed between the challenges and support needs that the adolescents

identified indicated the consistency and significance of these concerns among the participants.

226



Physical charateristics: located close wo
family and friends, accessible,
aesthetically fleasing.

Staff’s charateristics: Friendly,
higly competence, dedicated

‘ Continuing contact
Psychosocial support . with faﬁnil}r Opportunities for friendship
] ._\\ .__.-" l..._.____.....
Access to / e Mobili \
Infrastructure: entertainment Social relationship i obily LA | Healthcare
Space and devices (e.g. radio) \ imitation
accessible ), CHALLENGES FACED BY THE
equipments, Oppormunities for PARTICIPANTS
e.g., football physical activities | [\ — . .
field & ball -l Opporwunities for Finances:
containing i recreation Finances - Sustainable model
bell, musical Amistic expression |- - | | of service provision
instruments {e.g. music) g - Services affordable
’ - {or no cost) to
books, ... : | L ) Pathway t© . o
Hobbies #K\ career . /
~ T N =
2 : -
Library Privacy Wocational training Schooling
DESIRED TYPE OF
SERVICES
DESIRED QUALITY OF
SERVICES

Figure 6.3 Model to guide the development and reform of support services for Vietnamese

adolescents with visual and physical disabilities

In the model, the number of desired types of support varies across different types of
challenges. The participants identified many specific types of support to address three challenges
(opportunities for recreation, pathway to career and social relationships). In contrast, they
identified very few specific types of support for mobility limitations and financial stress. One
possible explanation for this disparity was that the participant’s understanding of support
services was limited by their experience. Previous research suggests that the understanding of
adolescents with a disability of relational and contextual resources depends on their experiences
of the spaces and places they navigate (Porcelli et al., 2014). In the context of limited resources
for orientation and mobility support in Vietnam (Only 4.62% of people with disabilities
nationwide received rehabilitation treatment (UNICEF & MOLISA, 2010)), the participants
were unaware of the range of potential types of support and were thus unable to give details
about services they wished to have to increase their independent mobility. In particular, access to

rehabilitation services was not mentioned by any participant.
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Other important services were also not mentioned by the participants. In particular, no
participants identified challenges relating to basic amenities such as water, food, and shelter.
Accordingly, no perceived need for support to address these was expressed. However, this is
inconsistent with the findings from Study 1 and other data indicating that the majority of young
people with disabilities in Vietnam experience material deprivation (United Nations, 2012b). In
such a context, Maslow’s hierarchy of needs (Maslow, 1943) would suggest that challenges
related to material deprivation would be given priority. It is possible that the findings of the
current study are an artefact of the high prevalence of out-of-home care, in which the residential
service provider takes responsibility for proving basic amenities.

The model was designed to guide service provision to meet the needs of young people
with a disability. However, all the relationships between desired services could not be fully
illustrated in a two-dimensional figure. Each type of support was relevant to several challenges.
For example, the provision of a private space could be provided in the form of a women’s room,
a reading room, a TV area, or a small space in which adolescents could talk with their friends
confidentially. Such private spaces, therefore, could serve to improve their social relationships in
addition to providing a quiet space for study to facilitate education and vocational training as is
indicated in the framework.

The diversity of the desired types of support captured in the model also reflects the
participants’ preference for a holistic support. This might be achieved by the involvement of
multiple formal services, partnerships between formal and informal support sources or the
availability of single holistic service providers. A first step would be to map and coordinate
available services and to build a good network of staff from various service providers, young
people with a disability and their families and friends (World Health Organization, 2011). Such
an integration of services has been called for by the World Health Organization (World Health
Organization, 2011).

The desired qualities of service providers and service delivery were also captured in the
model. Vietnamese adolescents with disabilities focused on three main aspects of service quality:
physical characteristics (convenient location, accessible, aesthetically pleasing), infrastructure
(space, areas, useful equipment) and staff characteristics (friendly, dedicated and highly
competent). Importantly the physical characteristics of an ideal support service were usually the
first thing mentioned by the participants with a disability. Personal familiarity with many current
service providers in Vietnam suggest that very few of these currently pay attention to aesthetic

considerations when delivering support for young people with visual and physical disabilities.

228



Although many effective support services for young people with disabilities have been
developed on other countries, services for Vietnamese adolescents with disabilities should be
developed based on their unique needs and perspectives (UNICEF & MOLISA, 2010; Watson,
2000; World Health Organization, 2011). In addition to cultural appropriateness, policy makers
and services provided must also take into account the unique challenges faced by, and the unique

resources available to, the target population.

6.7 Limitations and future research

In summary, this study bears all the limitations common to qualitative research and the
face-to-face collection of self-reported data. The personality and relative status of the
participants and the researcher may have affected the level of openness and honesty in
communication. In addition, the quantity and quality of data are likely to have varied according
to the conditions in the context in which the interview took place, and the extent to which a
positive atmosphere was created between the interviewer and each participant.

This study used a sub-set of participants from Study 2, which was not representative of
the population of young people with visual and physical disabilities in Vietnam. The purposeful
sampling procedure is likely to have further reduced the representativeness of the sample. It is
understood that bias is not inevitable. Therefore, caution should be exercised in any
generalization of the findings.

The dominance of participants who live out-of-home in Study 3 might bias their opinions
about challenges they faced and the number of opinions about the psychosocial support from
family. For example, many adolescents expressed a need for additional psychosocial support
from their families and friends, someone they can trust to talk to, listen to, and seek advice from
confidentially. This kind of support is usually sought more from those living out-of-home. Most
of the participants lived in a variety of out-of-home contexts. In study 3, only one participant
lived at home answered the interview. It seems likely that separation from family members
contributed to the frequency with which the participants mentioned a desire to have greater
contact with members of their families, and the fact that the site for provision of services (e.g.,
education) was also their residence is likely to have shaped some preferences (e.g., those
reflecting the importance of the aesthetic characteristics of the site of service provision, or
desiring more free space).

Future research could be conducted to examine the suitability of the model proposed by

this study (Figure 6.2). In addition, an exploration of differences in challenges to well-being and
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need for support services between young people with congenital and acquired disabilities would

be a useful direction for future research.
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CHAPTER 7 - CONCLUSION

7.1 Overview

The program of research reported in this dissertation consists of three interrelated studies
investigating the life circumstances and well-being of young people with visual and physical
disabilities in Vietnam. In doing so, it helps to fill a gap in the literature. As far as it can be
determined, it is the first systematic study of the well-being of young people with a disability in
Vietnam, and is one of the first studies of the well-being of young people with a visual or
physical disability in any low- or middle-income country. This final chapter integrates the
findings, identifies strengths and limitations of the program of research, and highlights the
contributions it makes to our knowledge despite these limitations. In addition, recommendations

for future research and the provision of support services are suggested.

7.2 Overview of the studies

The current program of research aimed to provide new insights by applying a
developmental perspective on the living conditions and well-being of Vietnamese adolescents
with visual and physical disabilities. The research plan included three studies. The first study
was designed to make two contributions: (1) a description of the life circumstances of
Vietnamese children with two types of disability (2) an examination of developmental outcomes
in multiple domains. The results of this study provide background knowledge about children
with disabilities in the period prior to adolescence. This aided the interpretation of findings from
the subsequent studies, which focused on the period of adolescence. The choice of variables was
informed by Bronfenbrenner and Morris’s bio-ecological theory, and a longitudinal case study
design was used to generate a deep description of the developmental context and trajectories of
children with visual and physical disabilities in Vietnam. The second study applied the same
theoretical framework to a detailed examination of the level of well-being in diverse domains,
and the factors that influence this well-being, among adolescents with visual and physical
disabilities. In order to allow this, Study 2 used a multi-site quantitative design and recruited a
large number of adolescents with two types of disability. The results of Study 2 indicated that
social support was an important predictor of both positive and negative well-being outcomes for
this population. Study 3 a qualitative research design was used to capture the views that young
people with a visual or physical disability held about challenges to their well-being, and their
support needs, in order to gain an understanding of adolescents’ views about current and ideal

support services. A model that summarized these findings was created to guide the development
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of support services that respond to the preferences and priorities of the people they are intended
to serve.

In summary, the current program of research used Bronfenberenner’s bio-ecological
model as a common framework across three studies that adopted different research designs in
order to provide three distinct perspectives on the well-being of young people with a visual or a

physical disability in Vietnam.

7.3 Overview of the findings

Taken together, the results from the three studies showed that young people in Vietnam
who have a visual or a physical disability face many disadvantages. During childhood, many
children with these disabilities experience extreme material deprivation, show poor physical
growth (shown by stunting) and poor cognitive development (shown by tests of academic
achievement). During adolescence, many reported severe or very severe symptoms of anxiety
and many also showed severe symptoms of depression. Their life satisfaction was either low or
moderate. During adolescence they also encountered a wide range of challenges, including
restricted independent mobility, communication, education, and career options, and had limited
access to support.

Despite such disadvantages, young people with visual and physical disabilities had
several notable achievements. Prior to adolescence, many children had a good vocabulary,
reading and quantitative skills at 8 years of age. During adolescence, many adolescents reported
moderate or good scores for flourishing and positive affect. These positive outcomes are
evidence of resilience among Vietnamese children and adolescents with visual and physical
disabilities.

The role that type of disability plays in the outcomes of young people with disabilities
remains unclear. In Study 1, many features of children’s life circumstances and developmental
outcomes (e.g., stunting) appeared to be similar for children with visual and physical disabilities.
In Study 2, adolescents with a visual disability showed higher levels of well-being than their
peers with a physical disability, even when severity of disability was controlled. However,
adolescents with a visual disability also had higher levels of two psychological assets (optimism
and adaptive coping) and lower exposure to one risk factor (out-of-home care). Due to the high
level of confounding between some of these variables and type of disability, it is currently
unclear whether differences between the groups in levels of well-being should be attributed to

the difference in their disability or differences in these predictors.
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Despite the differences in level of well-being between adolescents with visual and
physical disabilities, there were very few differences between these two groups in the
relationship between the predictor variables and well-being outcomes. Indeed, one important
finding from Study 2 was that the severity of disability was not an independent predictor for
most well-being outcomes, and was not the most important predictor for any well-being
outcome.

Three approaches were used to identify factors that influenced well-being outcomes
during adolescence. First, Study 2 used a variable-focused approach to identify predictors that
showed a statistical relationship with each of the well-being outcomes. One asset (optimism) and
one resource (social support) were positively associated with three of the four positive domains
of well-being and negatively associated with at least one negative domains of well-being. In
addition, one risk factor (experience of discrimination) was positively associated with all four of
the negative domains of well-being. In a very few cases, a predictor variable moderated the
relationship between severity of disability and a well-being outcome. However, in the vast
majority of cases, only direct effects were found.

Second, Study 2 sought to identify the factors that differentiated adolescents with
different patterns of well-being outcomes through a person-focused analysis. This identified
three clusters of participants. Membership of these clusters could be predicted on the basis of
four predictor variables: optimism, adaptive coping, social support and discrimination. Thus, the
predictors of well-being identified in the variable-focused and person-focused analyses showed
almost complete overlap. The findings from these two approaches were constrained by the
selection of measures.

The third approach overcame this limitation by asking adolescents to identify challenges
to their well-being in their own words. This identified a range of factors that had not been
identified in Study 2. In particular, worry about uncertainties about their future was identified as
a significant source of anxiety. Many older participants perceived that they had limited or no
available paths to a career that would allow them to be economically independent. They had no
clear idea about what their lives would look like after they reached the age at which they were no
longer eligible to remain in their school/training program. In addition, a lack of friends and
confidants, and separation from family members were sources of sadness. In addition, an
overarching challenge for all participants was the severe restrictions they faced on the
independent movement they needed in order to make use of the few educational and social
opportunities available to them. Study 3 also confirmed the negative effects of discrimination on

the participants’ well-being.
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Finally, the research program explored the perspectives of Vietnamese adolescents with
visual and physical disabilities on the challenges they faced, their support needs, and their
preferences and priorities for support services. They perceived that they faced many significant
challenges, but that they had very limited access to support. They also had very little knowledge
of the general and disability-specific support services available to them. Despite this, adolescents
with visual and physical disabilities had very well-developed ideas about the desirable
characteristics of support services. These related to the physical characteristics of the facility in
which services are delivered (e.g., spacious, aesthetically, pleasing appearance, convenient
location), the range of service they wished to access (e.g., psychological services, vocational
training, opportunities for friendship formation) and the qualities of the staff providing the
services (e.g., friendly, highly professional, consistent). These desirable characteristics were
summarised in a schematic model that could be used to guide the development or refinement of

services that reflect the priorities and preferences of these adolescents.

7.4 Study limitations

Before considering the contributions that the current research program has made to
knowledge in the field, it is important to acknowledge its limitations. The limitations of each
individual study were discussed in the relevant chapters. This section will focus on the
limitations of the program of research.

The most significant limitation of the program of research is that none of the studies used
an experimental design, which would have allowed cause-effect relationships to be identified.
The findings from all three studies establish only that there are statistical associations between
particular variables and particular well-being outcomes, or that the participants perceive that
there is a cause-effect relationship between particular circumstances and their well-being. This
limitation could not be avoided, since the current program of research was the first of its kind in
Vietnam. However, it limits the extent to which the findings can inform the development of
interventions.

The second most significant limitation of the program of research was the failure to
obtain a nationally representative sample of adolescents with visual and physical disabilities that
would allow findings to be generalized from the research participants to the wider population
with confidence. This limitation was unavoidable in the absence of national or provincial
registers of all young people with a disability. However, it was compounded by two recruitment
strategies. First, Study 1 drew on data collected for the Young Lives study which deliberately

over-sampled children living in poverty, and in rural and remote locations, because these
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children are rarely included in research and are likely to have an elevated attrition rate in
longitudinal research. Second, even though Studies 2 and 3 included participants from four
geographically distinctive sites, all of these were in the South or Central regions in Vietnam.

In addition, ideally the child participants in Study 1 would have been the contemporaries
of, and from the same locations as, the adolescent participants in Studies 2 and 3. Although
Studies 2 and 3 deliberately recruited participants from an overlapping set of locations, it was not
feasible to access all locations included in the Young Lives study, on which Study 1 was based.
Some of the older participants in Studies 2 and 3 were born up to 8 years earlier than the children
in Study 1, while some of the younger children were born up to 3 years after the children in
Study 1. The very rapid and inclusive recent social and economic changes in Vietnam (van
Trotsenburg, 2014) make it likely that there were changes in the life circumstances of children

with a disability during this period.

7.5 Implications and recommendations

Despite the limitations acknowledged above and in previous chapters, the findings of the
current program of research have important implications future research, policy and practice for
young people with a disability living in LAMICs. Although there are large numbers of young
people with disability in LAMICs, they remain “the invisible population” in research (Groce,
2004 p. 16). Filling this gap is particularly important in such countries, which are characterized
by a wide gap between legislation, in which the rights of people with a disability are proclaimed,
and reality in which they continue to have little opportunity to exercise these rights (UNICEF,
1999; Rosenthal, December, 2009). The results from this program of research therefore provide a
rare point of reference for theorists, service providers and other stakeholders whose decisions
shape the opportunities, constraints and well-being of young people with a disability in LAMICs.

First, the findings from Study 1, which showed that children with visual and physical
disabilities were often able to make substantial gains over time in physical, cognitive
development and achieve moderate levels of life satisfaction are of particular importance for
public education about disability in LAMICs. In many of those countries, the general population
still holds traditional beliefs about disability, including a belief that that disability is a
punishment from God and that children with a disability are incapable of learning (Ngo et al.,
2012; Wang, 1992). Without wide exposure to examples of individuals who confound these
beliefs, it seems unlikely that public attitudes will change to pave the way for people with
disabilities to participate in society and fulfill their potential to live meaningful lives
(International Labour Organization, 2013; UNICEF, 2013).
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Second, a “deficit model” of disability informs the design of many services and
government policies towards people with a disability in LAMICs. Young people with a disability
in LAMICs are rightly considered to be a vulnerable population that is in need of tailored
support to achieve positive development and well-being outcomes. However, the largest cluster
of adolescents with disabilities identified in Study 2 can be characterized as showing ‘global
resilience’ to the many challenges they faced. Thus, the findings from Study 2 showed that it is
not appropriate to cast young people with a disability in LAMIC in the role of victims. Many
possess the psychological strengths and resources necessary to thrive. Indeed, most of the factors
that participants identified as central to their well-being were factors important to the well-being
of all young people: positive social relationships, the opportunity for education, independent
mobility, and the possibility of a positive future.

In addition, in the absence of any research that has identified cause-effect relationships
between well-being and either life circumstances, or specific protective or risk factors for young
people with visual and physical disabilities living in LAMICs, the associations found in the
current program of research provide the best available guide for the development of interventions
for this population.

Evidence from the current program of research highlighted the importance of ensuring
that the rights of young people to access basic services are implemented. If this was done, it
would clear many obstacles to their positive development and well-being. Three basic services
appear to be important:

a. Education and opportunities for vocational training. Results from Study 1
suggested that children with a disability who have the opportunity to attend
school make progress in cognitive development over time. In some cases,
their development can overtake that of peers who previously had a higher
level of cognitive development but now do not attend school. Opportunities
for education and vocational training were also reported as a priority for
participants in Study 3. The current findings are therefore consistent with
international initiatives to support children with disabilities to go to school as
an essential contribution for their long-term social and economic contributions
to their community, personal achievements and well-being. However,
providing appropriate educational opportunities for young people with a
disability will require a significant investment in professional development
and resourcing in educational institutions. For example, one adolescent who

was a talented pianist reported in Study 3 that she had contacted many
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universities but none of them would admit her as a student even though she
could pass the entrance exam, because no university had the staff or resources

to meet her special needs.

b. Independent mobility. Results from Study 3 show that both adolescents with
visual and physical disabilities have difficulty travelling independently. Such
travel is a prerequisite for participation and integration into society. Without
investment in civil infrastructure and personal mobility aids, many young
people with a disability living in LAMICs are unable to access social and
educational opportunities or health services, or to exercise their civil rights
(Rosenthal, December, 2009). This limitation also places a significant
challenges on the family members and friends on whom the young person is

dependent.

c. Emotional support. Study 2 revealed the very high prevalence and severity
of symptoms of anxiety and depression among the participants. Parallel
findings have been reported among young people with disabilities in many
previous studies conducted in other contexts (Silva et al., 2011b; Honey, et al.,
2011). It seems likely that many of these mental health problems could be
prevented if young people received the informal social support they crave, and
that they could be effectively treated by the provision of the formal
psychological support they also express a desire for (Ngo, Herrman, Chiu, &
Singh, 2009; Patel et al., 2007).

However, the program of research also identified that lack of access to services was not solely
due to the unavailability of these services. Access to services was also constrained by a lack of
knowledge about existing services, and difficulties associated with travel to the locations at
which services were offered. The existence of services will remain invisible to the people they
are designed to serve without greater co-ordination and referrals between service providers, and
without advertising that draws attention to these services among people with a disability who
have no contact with any formal service provider. The development of a register and network of
local support services for young people with a disability would be a low cost intervention that
holds the potential to be highly effective. Such co-ordination has been found to enhance the
effectiveness of service provision in many countries (World Health Organization, 2011). In
addition, the feasibility of models of service delivery that overcome obstacles to mobility could

be explored. These include models that support staff travel to clients (or to central locations that
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can be easily accessed) and those in which services are delivered by telephone or internet. A
variety of low-cost peer support services have been developed in other contexts. Adaptations of
these to the context of young people with a disability in LAMICs could prove to be useful (e.g.,
Carter, Moss, Hoffman, Chung, & Sisco, 2011; Stewart, Barnfather, Magill-Evans, Ray, &
Letourneau, 2011).

7.6 Study contributions

This is the first study to provide comprehensive insights into the life circumstances and
well-being of young people with visual and physical disabilities in a middle-income country. The
lack of research about this population is particularly noteworthy given that 80% of the global
population of people with a disability live in LAMICs and the majority of them are young people
with a sensory or a physical disability (United Nations, 1990a). In this context, the current
program of research significantly extends existing knowledge by (1) describing developmental
trends over time during childhood; (2) interpreting these findings with reference to a large
sample of non-children with a disability being raised in a similar context; (3) documenting
outcomes in diverse positive and negative domains of well-being; (4) identifying a number of
predictors associated with these domains of well-being; (5) providing data from the same
measures from participants with two types of disability; and (6) developing a model to guide the
development of support services that captured the voice of the young people with a disability that
these are designed to serve.
Developmental trends over time during childhood

Study 1 is the first research to report longitudinal data on the developmental context,
developmental trajectories between infancy and preadolescence, and subjective well-being of
children with a physical or visual disability in a LAMIC. Previous studies focused on the
economic and social difficulties of families with children with a disability (Brinchann, 1999;
Read, 2000), or on the ways in which specific aspects of children’s developmental context (e.g.,
inclusive schooling) shapes their experiences (Davis & Watson, 2001) at a single point in time.
In contrast, the current study had access to rich longitudinal data on many aspects of the living
conditions and developmental outcomes of Vietnamese children with visual and physical
disabilities. However, the developmental trends identified among the children with a disability in
Study 1 should be interpreted with caution due to the case study design.

Availability of a reference group of children without a disability. Some earlier studies
have collected data from a comparison sample of children without a disability to compare with
the well-being of children with a disability (e.g., Abubakar et al., 2013; Wolman et al., 1994).
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However, this is the first study have interpreted findings among children with a disability in
LAMICs with reference to a large sample of children without a disability (n = 1753) at multiple
ages (infancy, 5 years and 8 years).

Positive and negative domains of well-being. Historically, most research on the
psychosocial well-being of people with a disability has focused on negative domains. Mental
health problems, such as anxiety, depression, have been a particular focus (da Silva et al., 2011b;
Kellerman et al., 1980). The dominance of research on negative domains of well-being is likely
to perpetuate the unhelpful association between disability and deficit.

In the last decade, research on other groups with a high risk of poor psychosocial
wellbeing have begun to broaden their focus to include positive domains of well-being (e.g.,
Gale et al., 2011; Sawatzky et al., 2010). It appears that no previous research on adolescents with
visual and physical disabilities has attempted to assess multiple positive domains of psychosocial
well-being. Study 2 appears to be the first study to attempt to document levels of psychosocial
well-being across diverse positive and negative domains.

Collection of data from participants with two types of disability. Previous research
has reported inconsistent results concerning differences in well-being across different types of
disability. In addition, it is difficult to draw conclusions from past research because individual
studies usually report data for young people with only one type of disability, or for a pooled
sample of young people with diverse disabilities. In the Study 2, young people with a visual
disability reported higher scores for three of the four positive domains of well-being outcomes
(flourishing, prosocial behaviour and positive affect) than young people with a physical
disability. However, there was no difference between the groups on the other positive domain of
well-being (satisfaction with life) or on any of the four negative domains of well-being.
Unfortunately, the high level of confounding between some predictor variables and type of
disability in this study means that the resolution of whether this pattern of outcomes is due to
disability type or differences in the predictor variables awaits further research. However, both
groups of young people showed remarkably similar associations between predictor variables and
well-being outcomes. This result has not been reported earlier.

A model to guide the development of support services for young people with a
disability. It is good practice to consult with the prospective users of a service prior to it’s
development, but this has rarely occurred in Vietnam (Maramis et al., 2011). As in other
LAMICs, independent reviews have identified that Vietnam is in need of improved systems of
support for people with a disability (UNICEF, 2010). The results from Study 3 describe the
challenges to well-being, support needs, and support use of Vietnamese adolescents with
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disabilities in their own words. These findings were summarized into a model that could guide
the development of support services that address the preferences and priorities of young people
with a visual or physical disability. It is hoped that this will be a useful reference for Vietnamese
service providers, policy makers and other stakeholders who would like to improve well-being

and quality of life for this population.

7.7 Future research

Many advocates have called for an increase in both the quantity and quality of research in
all areas relating to people with disabilities in LAMICs (Maulik & Darmstadt, 2007; United
Nations, 1990a). The results of the current program of research, which show that the majority of
young people with disabilities are raised in poor living conditions, have poor mental health and
limited access to support, highlight the need for some of this new wave of research to have an
applied focus. There is an immediate need to identify effective, feasible and culturally
appropriate strategies to improve the achievement, participation and well-being of young people
with disabilities in these countries.

In addition, several of the findings of the current program of research warrant follow-up.
First, it is important to replicate the findings of the current research and to test the limits to which
they can be generalized to young people with other disabilities and to those living in other
LAMICs.

Second, although the predictors examined in Study 2 accounted for more than 25% of the
variance in four domains of well-being (satisfaction with life, flourishing, prosocial behaviour,
and symptoms of depression), they were less useful in predicting the three other domains of
well-being that were assessed. In particular, the research model accounted for only 13% of the
variance in symptoms of anxiety. Given the high prevalence of severe and very severe symptoms
of depression among young people with visual and physical disabilities, it will be important for
future research to identify more powerful predictors of this outcome.

Third, there is a need to explore underlying mechanisms that influence well-being
outcomes through the use of experimental and longitudinal research designs. In particular, there
is currently little understanding of the ways in which the well-being of young people is
influenced by the types of discrimination towards people with a disability that are encountered in
LAMICs and the distinctive contexts in which out-of-home care is provided in LAMICs.

Fourth, there appear to be few systematic evaluations of the effectiveness of particular
types of support or particular models of service delivery to adolescents with disabilities in

LAMICs, including Vietnam. The findings from such evaluations would provide a solid
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foundation for decision-making about funding priorities, policy development and efforts to

improve support services for this population (Hartley & Wirz, 2002; Stone, 2005).

7.8 Final thoughts

In all LAMICs many interests compete for scarce resources. In this context, it is not
surprising that other interests are often given higher priority than ensuring that infrastructure and
support services are provided to ensure that young people with a disability can experience the
rights they have been granted in law. However, such an approach is short-sighted. There is
overwhelming evidence that people with a visual or physical disability can make important
contributions to their community. Until LAMICs provide the necessary infrastructure and
support for young people with these disabilities, a large pool of talent will remain untapped. In
addition, without this infrastructure and support, many people with disabilities will continue to
be dependent on the state and/or their families for economic support, and continue to live lives in
which their well-being is unnecessarily diminished. The current program of research is a first
step in pointing the way towards improvements that might be both feasible and effective in
increasing the contributions and well-being of people with visual and physical disabilities living
in LAMICs.
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APPENDICES

Appendix A: Distribution of continuous variables in Study 2

Measure M SD Skew Kurtosis

Disability severity 37.62 591 -12 0.63

Risk and protective factors

Optimism 17.19 2.77 24 A7

Social support 15.68 4.05 -12 -.15
Adaptive coping 30.59 7.95 .56 1.14
Discrimination 23.35 7.94 49 -.01

Positive well-being outcomes

Satisfaction with life 20.31 6.38 -.26 -.73
Flourishing 38.06 7.93 -.23 -.33
Prosocial behaviour 5.83 1.95 -.20 -.13
Positive affect 28.45 5.60 .25 .02

Negative well-being outcomes

Depression 12.94 6.40 .34 -.16
Anxiety 15.21 7.28 51 -.09
Stress 16.20 6.20 .53 .05

Conduct problem 2.86 1.53 .29 -73
Negative affect 23.29 6.92 -.84 -.65

Life satisfaction
Current 4.99 1.60 71 .54

Future 6.77 141 -19 -51

Note. M=Mean, SD=Standard deviation.
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Appendix B: Similarities in relationships between predictors and well-being outcomes for adolescents with visual and physical disabilities

Adolescents with a visual disability

Wellbeing outcome

Predictor Satisfaction  Flourishing Prosocial Positive Depression  Anxiety Conduct Negative

with life behaviour affect problems Affect

Protective factors
Optimism
Social support

Adaptive coping

Risk factors

Discrimination

Out-of-home care  n.s. -.501™"

Adolescents with a physical disability
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Wellbeing outcome

Predictor Satisfaction  Flourishing Prosocial Positive Depression  Anxiety Conduct Negative
with life behaviour affect problems Affect
Disability severity n.s. n.s.

Protective factors
Optimism
Social support

Adaptive coping

Risk factors

Discrimination

Out-of-home care

. Similar pattern

n.s.
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Appendix C: Questionnaire used to assess the perceived appropriateness of measures in the pilot

test

QUESTIONNAIRE EVALUATION
Now please give your opinions about the previous questionnaire that you have just completed by
answering the following questions:
1. Do you understand the objective of the questionnaire?

Yes No Not know

2. Do you think the answers in this questionnaire are able to convey its objectives?

Yes No If no, which questions should be changed:
2. Do you feel comfortable answering the questions?

Yes No If no, which questions:.......................
3. Is the wording of the survey clear?

Yes No If no, which questions: .....................
4. Is the time reference clear to you?

Yes No If no, which questions: .....................
5. Are the answer choices compatible with your experience in the matter?

Yes No If no, which questions: .....................
6. Do any of the items require you to think too long or hard before responding?

Yes No If yes, whichones:........................

7. Which items produce irritation, embarrassment, or confusion?

Yes No If yes, which questions: ..................

8. Do any of the questions generate response bias?

Yes No If yes, whichones:...........................
9. Is the survey too long?

Yes No Not know

11. According to you, have any other important issues been overlooked?
Thank you very much!

Appendix D: The final full questionnaire for Study 2 in Vietnamese
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Flinders

UNIVERSITY

BAN DONG Y CUA PHU HUYNH/ NGUGI BAO TRQ CHO TRE

DUGI 18 TUOI THAM GIA DE TAI PINH LUQONG

Strc Khée Tam Ly Xa Héi cua Tré Vi Thanh Nién
v&i Khiém Khuyét Nhin va van Bong ¢ Viét Nam

TOI o

la Phuy huynh/ Ngu¢i bao trg clia

ddng y cho em tham gia vao mét phan d@é tai nghién ctru “Stre khde tam Iy x& héi clia tré vi
thanh nién v&i khiém khuyét nhin va van déng ¢ Viét Nam ” CL’J&} cd Binh Thi Thu Phuong -
nghién ctru sinh hganh Tam ly hoc tai trudng Dai hoc Flinders, Uc.

1. T6i @a doc théng tin cung cap, dugc giai thich vé van @é nghién clru va cac thac mac
lién quan dén ngudi tham gia. Ban dong v nay duoc dua ra voi sy dong ¥ clla confem

16i.

2. Téi da hiéu céc chi tiét cu thé cla tién trinh thuc hién dé tai va cac khé khan cé thé cé.

3. T&i nhan thirc réng téi nén gitr ban copy cla thu gisi thiéu va ban ddng y nay dé tham
khao ve sau.

4. T6i hieu rang:

(=]
=]

Con/em téi khéng cé lgi ich truc tiép tir viéc tham gia nghién ctru nay.

Viéc phong van sé duoc ghi lai bang thiét bi thu am. (quantitative ko c6 cai
nay)

Con/em t6i hoan toan co thé ngirng tham gia dé tai nay bat cr Iic nao va co
thé tir chéi tra I&i bat cir cau hoi hao.

Néu thong tin trong dé tai nay dugc xuat ban, théng tin ca nhan clia confem
t6i s& khong thé xac dinh va duworc gilk kin.

Du cho confem t6i ¢6 tham gia hay khéng, hodc rit lui sau khi da tham gia thi
s& khong cé bat cir sy tac ddng, anh hudng nao tir cac td chirc, ca nhan hay
dich vy dang str dung.

D cho confem t6i cd tham gia hay khdng, hodc rit lui sau khi da tham gia thi
sé& khéng co bat cir sy tac ddng, anh hudng nao toi tién do va két qua hoc
tap clla em. ] X i i

Con/em t6i c6 the yéu cau dirng tham gia bat cr e nao, bat cl giai doan
nao clia dé tai, ma khéng gdp phai mét bét |gi nao ca..

T6i xac nhan rang t6i da giai thich dé tai dén déi tuong tham gia nghién ctu va dam bao
rang anh/cd/em ay hiéu cac théng tin lién quan va tu hguyén dong y tham gia.

Dy & nofidn ook nay da duwroc cho phép va thing qua boi Uy barn dao doke i ooy harnk viva X8 hdi, tredmg Dal
hoc Flinders (di 4n 50 6486)) De hidt thém thdng tin, anfvohi ot thé 1ign lac Can bo quén tri cia Uy ban beng gign
Hroad 50 0061 8201 3110 hodc bang fax 80 8201 2035 ho&c bang amall iuman researchethice@iinders edu g
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e

<o

Flinders

UNIVERSITY

BAN PONG Y CUA NGUOI THAM GIA TREN 18 TUOI
TRONG PE TAI NGHIEN CUU PINH LUONG

e

Strc Knde Tam Ly X& Hoi clia Tré Vi Thanh Nién
voi Khiém Khuyét Nhin va Van Bong & Viét Nam

trén 18 tudi adng ¥ tham gia, nhu & nghi, vao mét phan dé tai nghién ciru “Strc khode tam Iy
x& héi cla cua tré vi thanh nién véi khiém khuyét nhin va van déng ¢ Viét Nam ” cla ¢é
Binh Thi Thu Phuong - nghién clru sinh nganh Tém Iy hoc tai trréng Pai hoc Flinders, Uc.

5. T6i da doc théng tin cung cap. ) ‘ ,

6. Téi da hieu cac chi tiét cu thé cla tién trinh thuc hién dé tai va cac khé khén co thé cé.

7. Téi nhan thirc rdng 16i nén gitr ban copy clia thu giéi thiéu va ban ddng y nay dé tham
khao vé sau.

8. T6i hiéu réng: . )

o Toi ¢ thé khdng cb lgi ich trre tiep tir sy tham gia nay.

o Viéc phodng van sé dugc ghi lai bang thiét bi thu am. (quantitative ko cé cai
nay)

o T6i hoan toan c6 thé ngirng tham gia dé tai nay bat c Iuc nao va co thé tir
chdi tra 101 bat ctr cau hoi nao.

o Néu théng tin trong dé tai nay duoc xuat ban, théng tin ca nhan cla téi, gia
dinh t6i hodc con/em t6i sé khong thé xac dinh va duoc gitr kin.

o Du cho t6i c6 tham gia hay khdng, hodc rut lui sau khi da tham gia thi sé
khéng cé bét cir sy tac déng, anh hwdng nao tr cac td chirc, ca nhan hay
dich vu dang str dung.

o Du cho t6i c6 tham gia hay khéng, hodc rut lui sau khi d& tham gia thi sé
khéng c6 béat clr sy tac ddng, anh hudng nao t6i tién d6 va két qua hoc tap
cua t6i.

o T6i co6 thé yéu cau dirng tham gia bét cr IGc nao, béat clir giai doan hao cla
dé tai, ma khong gép phai mét béat |oi nao ca..

9. Téi da co co héi dé thao luan vé viéc tham gia vao dy an nay voéi gia dinh hodc ban bé
cla toi.

Chir ky nguoi tham gia . ..Ngay .. .

Téi xac nhan rang 16i da glal thlch de tal den 60| tucng tham gla nghlen clru va dam bao

rdng anh/cé/em &y hiéu cac théng tin lién quan va ty nguyén ddng v tham gia.

TEN NhAa NGhIEN CPU ... e e e e e e eerer e nrmr e

Dy & nghidn ciry nay g8 diroc cho nhén va thdng qua bdi tly barn cTao dirc nghidn ciu hanh viva x84 hdi, frudrng Bal
hoc Flinders (dw & 50 6486). Be bigt thém thing tin, anh/chi cd thé jign lac Can bd quan i cia Uy ban bang didn
thoai st 0061 8201 3116 hodc bang fax 56 8201 2035 hodc bang email humain resegrehetiices@iinders edy gu
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BANG PANH GIA KHUYET TAT
(WHODAS 2.0)

Participant ID:

Ngay thang:

Bé cAu héi nay héi vé nhiing khé khdn ma ban gdp phdi do tinh trang sirc khoe. Nhizng tinh trang sic
khoe nay bao gom bénh tdt hogc nhitng vin dé sirc khoe vé cam xuc, tinh than, bi thiong trong thoi
gian ngan hogc dai, hodc c6 nhiing vén dé véi rwou hay chdat gay nghién.
Hay nghi vé ban trong thoi gian 30 ngay qua va tra loi cac cau héi sau, nhé lai mite dé khé khan ma ban
gap phdi khi theec hién cac hoat dong sau. Véi méi cau hai, vui 1ong chi khoanh tron mét cau tra loi.

Trong 30 ngay qua, ban gdp khé khan nhur thé nao trong viéc: CODING
S1 |Pung trong khodng thoi gian dai (vi du |Khong| Nhe | Vira | Rt | Cuc kho, | STAND
trong 30 phut)? (1) | (@ | phai | khd | khong thé
3) | 4@ lam
(5)
S2 |Lam céc cbng viéc nha? 1 2 3 4 5 WORK
S3 |Hoc mét nhiém vy méi, vi du nhur hoc di dén| 1 2 3 | 4 5 LEARN
mot noi moi?
S4 |Ban c6 gap nhiéu khé khan trong viéc tham| 1 2 3 4 5 COMM
gia cac hoat dong cong dong (vi du cac hoat
dong tén gido, le hgi hay cac hoat déng
khac)?
S5 |Bgan hay cho biét mirc dg tdc dong ciavan| 1 | 2 | 3 | 4 5 EMOTION
dé sirc khde dén cam xuc cua ban?
S6 |Tdp trung lam gi do trong 10 phut? 1 2 3 4 5 FOCUS
S7 | Di b6 mét quing dirong dai cheing han trong 1 2 3 4 5 WALK
khodng 1 km ( hodc tuwong dirong)?
S8 |Tam rira todn b co thé ciia ban? 1 2 3 | 4 5 BATH
S9 |Mdc quan 40? 1 2 3 4 5 WEAR
S10 Ung pho véi nhitng nguroi_ma ban khdng 1 2 3 4 5 COPE
biet?
S11 |Duy tri mét tinh ban? 1 2 3 4 5 MAINTAIN
S12 |Lam céc cong viéc hang ngay cua ban? 1 2 3 4 5 DAILYJOB
Sé lirong ngay
H1 T(3m Iglv,.trorTg 3(3 ngay qua, c6 bao nhiéu ngay la ban SUMDIEEI
dap phdi khd khan?
H2 Trong 30 ngay qua, c6 bao nhiéu ngay ben hoan toan khéng
thé thuec hién sinh hogt hodc cac cong viéc thuwong ngay do SUMCANT
diéu kién sirc khoe ciia minh?
H3| Trong vong 30 ngay qua, khong tinh nhing ngay ban hoan
toan khong thé, c6 bao nhiéu ngay ban da cdt giam hodc han SUMREDU
ché thiee hién cac sinh hoat hodc cong viéce thirong ngay do

THONG TIN CHUNG

Participant ID:

Ngay thang:
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1. Ngay sinh: DATE OF
BIRTH

2. Gidi tinh: GENDER

3. Ton gi4o: RELIGION

4. Loai van dé cua ban: Thi gi4c (1) Van dong (2) DISABILITY
TYPE

5. Nguyén nhan cua van dé: | Bamsinh | Bithuwong (2) | Tai nan Bom REASON

(1) giao théng | min (4)
3

6. Ban c6 di hoc khéng? Co Khéng GO TO SCHOOL

Néu ¢, ban hoc I6p may? CLASS

7. Tén va dia chi Truong/Co so: LIVING

8. Trudng/Co so thudc su Nha nuée NGO/C4 nhan SERVICE TYPE

quan ly:

9. Ban ty d4nh gia thé ndo vé cugc song cua ban than? Thang danh gia nay gom c6 09 nac. Gia sir nic
thang thtr 9 1a nac cao nhat, thé hién cudc song tot nhat cd thé cho ban va nac thang thap nhat la nac thé
hién cugc song té nhat c6 thé cho ban.

Hién tai, ban cam théy ban| 1 | 2 3 4 5 6 7 8 9 | CURRENT

dang dung & vi tri nao trén SATISFACTION

thang danh gia nay? WITH LIFE

Trong pén nam toi, ban | 1 | 2 3 4 5 6 7 8 9 | EXPECTED

cam thay ban ding ¢ dau FUTURE

trén thang danh gia nay? SATISFACTION
WITH LIFE

THANG PO SU THANH CONG Participant ID: Ngay thang:

(Flourishing Scale)

Bang danh gia nay tong hop 8-muc ngan gon vé sy ty nhan thic thanh cong cua ban trong cac
linh vuc quan trong nhu cac méi quan hé, muc dich, va su lac quan.
Duéi day 1a 8 phat biéu ma ban c6 thé ddng ¥ hodc khdng. Hay chi ra mic d6 dong y bang cach
chon tir 1-7 cho mdi phét biéu twong &ng:

7 - Rat déng y

6 - Bongy

5 - Hoi dong y

4 - Trung lap

3 - Hoi khong dong y

2 - Khong dong y

1 - Rét khong ddng y

Mtc d6 dong y CODE

Ban huéng dén mot cudc séng co mucdichvay | 1 | 2 | 3 |4 | 5| 6 | 7 | FLO1
nghia.
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Céc mbi quan h¢ x& hoi cua ban c6 ¥ nghia hd 112|3|4|5|6|7]FLO2
tro va bo ich.
Ban ban ron va quan tam dén cac hoat dong 11234 |5 |6 ]| 7]FLO3
hang ngay ctia minh.

Ban chi dong gop phan mang lai hanh phic va 112 |3 |4|5|6]|7]|FLO4
suc khoe cho nguoi khac.

Ban thanh thao va c6 nang lyc trong,céc hoat 11234 |5|6]|7]|L0O5
dong ma ban cam thay quan trong doi vai ban.

Ban 1a mot nguoi tot va séng mot cuocséngtdt. | 1 | 2 [ 3 | 4| 5| 6 | 7 |LO6

Ban lac quan vé tuong lai. 112 (3|4|5|6]|7]|LO7

Moi nguai ton trong ban. 11234 |5]6 | 7]|FLOS8

Participant ID: Ngay thang:

THANG PO VE SU PHAN BIET POI XU
(Discrimination scale)

Str dung thang murc dg tir 1-6 dudi day, vui long dua ra cdu trd loi cua ban cho mdi tinh hudng
bang cach khoanh tron so6 thich hop tuwong tng véi tinh huong do. Vui long tra loi thanh that.

6-Hau nhu hang ngay

5-it nhat mot 1an mai tuan

4-Vai lan mot thang

3-Vai lan mot nim

2-1t nhat mot 1an mdi nam

1-Khéng bao gio
Trong cugc song hang ngay, nhirng tinh hudng sau diy xay ra véi ban cia ban (ngudi ciing
c6 khuyet tat thi giac va van dgng giong ban) véi tan suat nhw thé nao?

Mire d9
Khéng | itnhdtmot | Vai Vi itnhatmot | Haunhu | copg
bao gio lan/nam lan/nam | lan/thang lan/tuan hang ngay
1) ) @) (4) () (6)

1. Ho bi @i xtr it nhd nhan hon so 1 2 3 4 5 6 DIS1
v6i nguoi khac.
2. Ho bi ddi xur thiéu t6n trong hon 1 2 3 4 5 6 DIS2
S0 v&i ngudi khac.
3. Ho nhan cac dich vu té hon ngudi 1 2 3 4 5 6 DIS3
khéc tai c&c nha hang hay ctra hang.
4. Ngudi ta hanh dong nhu thé nguoi 1 2 3 4 5 6 DIS4
ta nghi ho khéng thdng minh.
5. Ngudi ta hanh dong nhu thé ngudi 1 2 3 4 5 6 DIS5
ta so ban cua ban
6. Nguoi ta hanh dong nhu thé nguoi 1 2 3 4 5 6 DIS6
ta nghi ban cua ban thiéu trung thyc
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7. Nguoi ta hanh dong nhu thé nguoi
ta tot hon ban cua ban.

DIS7

8. Ban cuaa ban bi goi tén hoac bi tréu
choc.

DIS8

9. Ban cua ban bj de doa hozc bi quiy
ray.

DIS9
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THANG PO MUC PQ CANG THANG | Participant ID:

Ngay thang:

(Symptoms of anxiety and depression: DASS-21)

Thang do nay tong hop 21 muc aé do mue do cang thang va lo u. Vui
Iong khoanh tron s6 0, 1, 2, hay 3 de} chi dinh xem cau nao thich hgp vai
nhimg gi da xdy ra cho ban trong tuan I€ vira qua. Khdng cév cau tra loi
nao dung hay sai. Ban khdng nén mat qua nhiéu thoi gian dé lya chon.
Céch phan loai nhw sau:

0 - Piéu nay hoan toan khdng xay ra véi ban.

1 - Xay ra vai ban & mot mirc d6 nao do, hoac thinh thoang.

2 - Thudng xay ra véi ban & mot mie d6 dang ké, hoic nhiéu lan.

1 \ \ iy < A L , CODE

3 - Rat thuong xay ra vai ban, hoac hau nhu lic nao ciling co. D|A|S
1. Ban thay kho dé ma nghi ngoi. o1 /23| | [|.. DASS1
2. Ban thady minh bi kho miéng. o123 ] |.. DASS?2
3. Ban duong nhu khong gap bat ky mot cam giactich [0 | 1 [ 2 | 3 | ... DASS3
CuC Nao ca.
4. Ban bi kho tho (vi du tho qua nhanh, khé thé trong o1 (2|3 ]| |.. DASS4
trueong hop khéng gang suc).
5. Ban thdy kho ma bt tay vao cong viéc. 1123 ].. DASS5
6. Ban c6 xu hugng phan (rng qua mirc trong moi hoan 11213 | .. DASS6
canh
7. Ban thuong bi run ray (vi du tay ban bj run). o|1(2]|3 ]| |.. DASS7
8. Ban thiy minh di diing qué nhiéu ning lugng than 1123 | | DASSS
kinh.
9. Ban lo ldng vé nhiing tinh huéng trongdo bancothe [0 | 1 | 2 [ 3 | | ... DASS9
hoang so va lam cho ban mat mat.
10. Ban cam thay rang ban khong co gidé mongmuén. |0 | 1 [ 2 | 3 | ... DASS10
11. Ban cam thay bon chén. o1 /23| | [|.. DASS11
12. Ban thiy kho ma thu gin. o123 | .. DASS12
13. Ban thdy minh xudng tinh than va budn rau. 0|12 |3]... DASS13
14. Ban thay thiéu kién nhin véi nhitng diéu can tro o123 | |.. DASS14
viéc ban dang lam.
15. Ban thiy minh gan nhu bi hét hoang. o|l1]2|3] .. DASS15
16. Ban khong thiy hing hai dé lam bat ci chuyén gi. 0|1]2|3].. DASS16
17. Ban thiy minh 12 nguoi kém gid tri. 0|12]3]... DASS17
18. Ban thiy minh rat d& nhay cam. o123 | |.. DASS18
19. Ban thiy tim minh d4p nhanh, dap hut nhip ma o112 |3| |.. DASS19
khdng do lam viéc mét.
20. Ban cam théy s¢ VO co. o123 |... DASS20
21. Ban cam thay cudc séng minh khong cé ¥ nghia. 0|12 |3].. DASS21

Téng cong sb diém
Téng cong s6 diém sau khi nhan cho 2
TITANO DN MITO DA L AC NLIAN ‘ People ID: I Ngay thang:
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(Optimistism Measure: Revised Life
Orientation Test)

Xin vui 10ng tra 1oi thanh that va chinh xac nhat c6 thé. C6 giang khdng dé cau tra 1oi cua ban vé
mot y kién anh hudng dén céc cau tra loi ve cac y kién khac. Khdng cé cau tra loi dang hoac sai.

Hay tra loi theo cam nhan cua riéng ban hon 14 nghi vé y kién ciia s6 dong sé tra 1oi.

4 - Ratdongy

3 - Hoidong y

2 - Trung lap

1 - Hoi khong dong y
0 - Rat khong dong y

Mic dg ddngy | CODE
1. Trong nhiing lic bat 6n, ban thudng mong doi diéu tét nhat. 0|1]2]3 OPT1
2. Ban that dé dang thu gidn. 0]1]2]3 OPT2
3. Néu c6 diu gi d6 khong hay xay ra véi ban, né s& xay ranhumot | 0 | 1 | 2 | 3 | 4 | OPT3
diéu tat nhién.
4. Ban ludn ludn lac quan vé tuong lai. 0|1]2|3]4]|0PT4
5. Ban rét vui thich véi ban bé caa minh. 0|1 |2|3]|4]|OPT5
6. Biéu quan trong la ban thich ban ron trong cong viéc. 0|12 |3 ]| 4 |OPT6
7. Ban hiém khi mong doi moi thir theo suy nghi cta minh. 0]1]2]|3]|4]|0PTY
8. Ban khong thit vong d& dang. 0|1]2]|3] 4] 0PT8
9. Ban hiém khi tréng mong nhirng diéu tét dep dén véi minh, 0/1|2]3]4]|0PT9
10. Nhin chung, ban mong doi nhirng diéu tot dep dén voi banhonla | 0 | 1 | 2 | 3 | 4 | OPT10
nhirng diéu xau.
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THANG PO SU' ANH HUONG TICH CUC |Participant p: Ngay thang:
VA TIEU CUC
(The Positive And Negative Affect Schedule)

Thang do nay bao gdm mat s6 tir mo ta nhitng cam nhan va cam xtc khéc nhau. Hay chon mirc
d6 danh gia tir 1-5 cho cam nhan/cam xuc cta ban & thoi diem hién tai hoac trong qua kha.

5-Rét nhiéu

4-Nhiéu

3-Vira phai

2-Mot it

1-Rét it hodc khong

Mire d§
Rat it hoac khong | Mot it | Viraphai | Nhiéu | Réatnhiéu | CODE
(1) (2) (©)] (4) ©)

(1) | Quan tam 1 2 3 4 5 PAN1
(2) | Pau budn 1 2 3 4 5 PAN2
(3) | Vui vé 1 2 3 4 5 PAN3
(4) | Thét vong 1 2 3 4 5 PAN4
(5) | Manh m& 1 2 3 4 5 PAN5
(6) | Tai I3 1 2 3 4 5 PANG
(7) | Hoang so 1 2 3 4 5 PAN7
(8) | Cim ghét 1 2 3 4 5 PANS
(9) | Nhiégt tinh 1 2 3 4 5 PAN9
(10) | Tu hao 1 2 3 4 5 PAN10
(11)| Cau kinh 1 2 3 4 5 PAN11
(12)| Tinh tdo 1 2 3 4 5 PAN12
(13)| Xau ho 1 2 3 4 5 PAN13
(14)| Séng tao 1 2 3 4 5 PAN14
(15)| Lo sg 1 2 3 4 5 PAN15
(16) | Kién quyét 1 2 3 4 5 PAN16
(17)| Ancan 1 2 3 4 5 PAN17
(18) | D2 bi kich dong 1 2 3 4 5 PAN18
(19)| Chu dong 1 2 3 4 5 PAN19
(20)| E ngai 1 2 3 4 5 PAN20
THANG PO VE THE MANH VA KHO People ID: Ngay thang:
KHAN

(Conduct problems and prosocial behaviour:

[V IO | PPN B . W=V o - I 5P . VNP 11 - §

Déi véi mbi cau dudi ddy, ban hiy danh vao tinh huéng tra 1oi pht hop: Khéng diing, Diing mjt
phan hoic Ping hodn toan. Ching toi rit mong ban tra loi tat ca céc cAu véi kha nang cao nhat cua
minh, ngay ca khi ban khéng tuyét d6i chac chin vé cau tra loi d6. Ban hdy cho biét cam xdc cua
ban trong 6 thang qua.
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Khoéng dtng bung Pung
(0) mot phan | hoan toan
1) 2
1 | Ban cb ging ddi xtr tot véi moi ngudi. Ban quan [ ] [ ] [ ] SDQ1
tam tdi cam xtic cia nguoi khac
2 | Ban rat hiéu dong, khong & yén mét chd duoc lau [ 1] [ 1] [ 1] SDQ2
3 | Ban hay bi dau dau, dau bung hodc mét moi [ 1 [ 1] [ 1 SDQ3
4 | Ban san sang chia sé v&i ngudi khac (nhuong qua, [ 1] [ 1] [ ] SDQ4
do choi, but chi, v...v....)
5 | Ban hay ndi cau hodc tirc gin [ 1 [ 1] [ 1 SDQ5
6 | Ban thuong Iti thii mot minh hodc hay choi mot [ 1 [ 1 [ 1] SDQ6
minh
7 | Ban ludn ludn vang 1oi [ 1 [ 1 [ 1] SDQ7
8 | Ban rit hay lo ling [ 1] [ ] [ ] SDQ8
9 | Ban thuong gitp dd khi ai d6 bj dau, budn phién [ ] [ ] [ ] SDQ9
hay bi 6m
10 | Ban thudng xuyén cam thiy bon chén, but rat [ 1] [ 1] [ 1 SDQ10
11 | Ban c6 mot nguoi ban tot, hodc nhiéu hon thé [ 1 [ 1] [ 1 SDQ11
12 | Ban hay danh nhau. Ban c6 thé bét cac ban lam [ 1] [ 1] [ 1] SDQ12
theo y minh.
13 | Ban thuong cam thiy khong vui, budn ba hogc mau [ 1] [ 1 [ ] SDQ13
nudc mat
14 | Ban bé cing Itra rét thich ban. [ ] [ ] [ 1] SDQ14
15 | Ban dé bi sao nhéng, kho tap trung tu tudng [ 1] [ 1] [ 1] SDQ15
16 | Ban hay hdi hop/so sét khi gip tinh hudng méi. Ban [ 1] [ ] [ ] SDQ16
hay mat ty tin
17 | Ban ddi xtr tir té véi nhirng ban nho tudi hon [ 1] [ 1] [ 1] SDQ17
18 | Ban thudng bi moi ngudi quy 13 hay néi dbi/xao [ 1 [ 1] [ 1 SDQ18
hodc gian lan
19 | Ban hay bi nhiing dira tré khac choc gheo hogc an [ 1 [ 1] [ 1] SDQ19
hiép/bat nat
20 | Ban hay tw nguyén gitip d& nhitng nguoi khéc (b6 [ 1] [ ] [ ] SDQ20
me, thay ¢ gido, ban be)
21 | Ban suy nghi moi viéc trudc khi lam [ 1 [ 1 [ 1] SDQ21
22 | Ban ldy @6 ma khong phai ciia minh tir nha, truong [ 1] [ ] [ ] SDQ22
hoc hodc noi khac
23 | Ban d& hoa (jéng voi nguoi 16n hon so v6i nhitng [ 1] [ ] [ 1] SDQ23
ban cung tuoi
24 | Ban so rat nhiéu thir. Ban hay bi hoang s¢ [ 1] [ 1] [ 1 SDQ24
25 | Ban thudng hoan thanh cong viéc. Ban tap trung [ 1] [ 1] [ 1] SDQ25

tdt.
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THANG PO MUC PQ HAI LONG | People lD: Nody théng:
VOI CUQC SONG
(The Satisfaction With Life Scales)

Duéi day la ndm y kién ma ban c6 thé dong y hosic khong dong y. Hay duing thang mic do dong
y tir 1-7 bén duéi, va hdy chi ra mae 4o dong y cua ban cho moi tinh huong bang cach khoanh
tron so6 phu hgp vao tinh huong twong tng. Vui long tra 161 coi mé va thanh that.

7 - Rat déng y

6 - Bong y

5 - Hoi dong y

4 - Trung lap

3 - Hoi khong déng y

2 - Khong dong y

1 - Rat khong dong y

Mikc d§ dong y CODE
Rit | Khoéng | Hoi | Trung | Hoi | Pongy | Rat
khong | dongy | khong | lap | dong | (6) | dongy
dong y @) dé,ng @) y @)
1) y ()
3)
e | Trong nhiéu tinh hudng, 2 3 | 4 |5 | 6 7 | SWL1
cugc song cua ban gan nhu
la 1y twdng doi vai ban.
o | Diéu kién sbng cua ban la 2 3 4 5 6 7 | SWL2
tuyét voi.
e | Ban hai 1ong véi cudc sdng 2 3 4 5 6 7 | SWL3
cua minh.
o | Cho dén nay ban da nhan 2 3 | 4 |5 6 7 | swL4
dugc nhitng di€u quan trong
ma ban muon trong cudc
song.
o | Néu ban c6 thé séng mai voi 2 3 | 4 |5 | 6 7 | SWL5
cudc song cua ban, bap S€
hau nhu khong thay doi gi.
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THANG PO MUC PQ HO TRQ XA HOI
(Social Support: self-reported Expanded Vaux

Participant ID:

Ngay thang:

Social Support Record)

Vui long chi ra mic d6 dong ¥ va khong dong y (tir 0-2) d6i voi mdi y kién sau diy bang cach
khoanh tron vao céu tra loi dang nhit di véi ban.

-

L )

Khong c6 | Mat it (1) | Nhiéu (2)
(0) CODE
1 O trwong, ¢6 nhimg nguoi 16n ma ban c6 thé tro so1
chuyén, lang nghe suy nghi cua ban va quan tam 0 1 2
dén nhirng gi xay ra véi ban.
2 | O trudng, c6 nhimg ngudi 16n ma ban 6 thé tro SO2
A D \ 1 , 0 1 2
chuyén, choi cung va 1am ban hanh phac.
3 O truong, ¢6 nhitng nguoi 16n ma ban cd thé tro SO3
chuyén, cho ban nhiting goi y va 1oi khuyén cho 0 1 2
van dé cia ban .
4 O truong, c¢6 nhing ngudi I6n giap d& ban giai 0 1 ) SO4
quyét cac rac roi nhu stra d6 va lam do an.
5 O trwong, c6 nhing nguoi I6n khién ban that SO5
vong va gian gitr (ngay ca khi ban khong the hién 0 1 2
diéu do).
6 Trong gia dinh ban, c6 ngudi co thé tro chuyén SO6
v6i ban, lang nghe suy nghi cua ban va quan tam 0 1 2
dén nhirng gi xay ra véi ban.
7 Trong gia dinh ban, c6 ngudi c6 thé trd chuyén 0 1 5 SO7
vai ban, choi cung va lam ban hanh phuc.
8 Trong gia dinh ban, co ngudi ¢6 thé trd chuyén SO8
véi ban, cho ban nhitng goi ¥ va loi khuyén cho 0 1 2
van dé cua ban.
9 Trong gia dinh ban, c6 nguoi gitp do ban giai SO9
0 1 2
quyét cac rac réi nhu stra d6 va lam do an.
10 Trong gia dinh ban, c6 ngudi khién ban that vong SO10
va gian gitt (ngay ca khi ban khéng thé hién diéu 0 1 2
6)
11 | Ban c6 nhing ngudi ban ma ban c¢6 thé tro SO11
chuyén, lang nghe suy nghi cua ban va quan tam 0 1 2
dén nhitng gi xay ra véi ban.
12 | Ban c6 nhirng ngudi ban ma ban c6 thé tro SO12
A oS \ 13 , 0 1 2
chuyén, choi ctiing va lam ban hanh phuc.
13 | Ban c6 nhirng ngudi ban ma ban c6 thé tro SO13
chuyén, cho ban nhitng goi y va 161 khuyén cho 0 1 2
van dé cua ban.
14 Ban (;é thxng nguc‘)ri‘ ban giap do ban giai quyét 0 1 5 S014
cac rac roi nhu stra d6 va lam do an.
15 | Ban c6 nhitng nguoi ban khién ban thit vong va 0 1 2 SO15
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gian gitr (ngay ca khi ban khéng thé hién diéu
do).

259




Ngay thang:

THANG PO POI PHO TINH HUONG  |artcipant B
(Adaptive coping: The Ways of Coping Checklist -
Asian Version)

Pé tra 161 bo cau hoi nay, ban phai nghi dén mot tinh hudng “cing thing” trong dau. _Hay dung lai trong

vai phut va suy nghi vé tinh huong cang thang nhat ma ban gap phai trong tuan vira roi.

Tinh huong “cang thing” duoc dé cap & day c6 nghia la mot tinh hubng kho khin hodc gay rac roi cho
ban. Boi vi hoic 1a ban cam thiy cing thang vé nhitng gi da xay ra, hodc doi hoi ban phai c6 mét su nod
lyc kha 1on dé d6i pho vai nd. Tinh hudng ndy c6 thé lién quan dén gia dinh, ban be, cdng viéc hoic
nhirng diéu quan trong ddi vai ban. Trudc khi phan hoi lai cac phat biéu trong bo cau hoi nay, hiy nghi vé
cé4c chi tiét cua tinh hudng cing thang, chang han nhu noi xdy ra, nhitng ngwoi lién quan, cach bgn phan

1ng va tgi sao n6 quan trong véi bagn. Cho du S
2 = C6 str dung hoi nhiéu
3 = Cé sir dung rat nhiéu

Mire d CODE
1. Thao luan hogc thoa thuan dé c6 dugc diéu tich cuc, ¢6 loitirtinh | 0 | 1 | 2 | 3 | COPEL
huéng.

2. Chi tap trung vao diéu tdt dep tir toan bo su viéc. 0| 1] 2] 3 |COPE2
3. Pua ra mdt ké hoach hanh dong va tuan thu thyc hién né. 01|23 |COPE3
4. Ban tro nén hiéu biét va cam thay tét hon khi trai qua sw viecdo. | 0 | 1 | 2 | 3 | COPE4
5. Thay d6i mot s6 thar dé moi viéc tre nén tot dep. 0| 1] 2|3 |COPES
6. Lam viéc tirng budc mot & mdi thoi diém. 0| 1] 2] 3 |COPE6
7. Ban biét diéu gi can lam, nén ban nd lyc gap doi va cd gang | 0 | 1 | 2 | 3 | COPEY
nhiéu hon @€ lam moi viéc tro nén tét dep hon.

8. Suy nghi va dua ra nhiéu giai phap khac nhau cho mét van dé. 0|1 2] 3 |COPES
9. Thay ddi chinh ban than dé c6 thé giai quyét tinh huéng tthon. | 0 | 1 | 2 | 3 | COPE9
10. Giit vitng 1ap truong va chién ddu cho diéu ban muén. 0| 1|2 3 |COPELO
11. Chap nhan diéu tot dep thir hai néu khong dat dugce didutdtdep | 0 | 1 | 2 | 3 COPE11
nhat ma ban mong mudn.

12. C6 gang khong hanh dong voi vang theo cam tinh. 01|23 |COPEL2
13. Coi trong cam giac cua ban than, nhung khong dé ching chi | 0 | 1 | 2 | 3 | COPEI3
phoi qué nhiéu dén nhitng viéc khac.

14. Thay déi ban than nhu mot nguoi truéng thanh theo chiéu | 0 | 1 | 2 | 3 | COPEl4
hudng tot.

15. Ni chuyén vai ngudi khac dé tim ra giai phap. 01|23 |COPEL
16. Coi trong su ddng cam va thau hidu trr nguoi khéc. 0| 1|2 3 |COPEL6
17. Hoi y kién ciia ngudi ma ban coi trong vé viéc ban dangcam | 0 | 1 | 2 | 3 | COPELY
thay nhu thé nao.

18. Ni véi ai d6 bt ky vé cam giac cua ban . 0| 1|2 | 3 |COPEl8
19. Tim dén sy hd trg chuyén nghiép va lam theo huéng dan. 0| 1] 2] 3 |COPEL
20. N6i chuyén véi ngudi ¢d thé giai quyét van dé do. 0|1|2]| 3 |COPE20
21. D6 13i cho ban than. 0|1|2] 3 |COPE2L
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22. Phan tich hodc chi trich ban than. 0| 1|2 3 |COPE22
23. Nhan ra chinh minh di tao ra rac réi cho minh. 0|1|2]| 3 |COPE23
24. Hi vong mot phép mau s& dén. 01|23 |COPE24
25. Uéc ban than 1a mot ngudi manh mé& hon, kién quyét valac | 0 | 1 | 2 | 3 | COPE25
quan hon.

26. Ban u6c rang cd thé thay déi diéu da xay ra. 0| 1] 2] 3 |COPE26
27. Ban udc rang co thé thay doi cach ban dang cam thay. 0| 1] 2] 3 |COPE27
28. Ban wéc rang nhitng réc réi s& di chd khac va két thic bangmot | 0 | 1 | 2 | 3 | COPE28
cach nao do.

29. Ban mo m@ng hoac tudng tuong vé mot noi nao do haymotthoi | O | 1 | 2 | 3 COPE29
gian nao d6 tot dep hon hién tai.

30. Ban tudng tugng hodc mo wéc vé cach ma moi viéc s& didn ra. 01|23 |COPE30
31. Ban dé moi thu tiép dién nhu chua c6 gi xay ra. 01|23 |COPE3L
32. Ngt nhiéu hon thuong ngay. 0|12 3 |COPE32
33. Tic gian voi ngudi hay dd vat di gy ra ric rdi. 0| 1|2 3 |COPE33
34. C6 gang quén di moi chuyeén. 0| 1] 2| 3 |COPE34
35. C6 gang dé ban than thiy kha hon bang cach an uéng, hutthuée | 0 | 1 | 2 | 3 | COPE3S
hoac uong thudc.

36. Tranh gap mat moi nguoi. 0| 1] 2| 3 |COPE36
37. Tur chdi khong tin ring viéc d6 da xay ra. 0| 1] 2] 3 |COPE37
38. Tranh khong dé nguoi khéc biét viéc khong tét da xay ra. 0|1 2] 3 |COPE3S
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Appendix E: Consent forms for participants over 18 years and for parents/guardians of

participants under 18 years in Study 2 in English

Flinders

UNIVERSITY

CHILDREN OVER 18 YEAR OF AGE CONSENT FORM
FOR PARTICIPATION IN THE QUANTITATIVE STUDY

Psychosocial Wellbeing among Viethamese Adolescents with Visual and/or Physical
Disabilities

being over the age of 18 years hereby consent to paricipate as requested in the
study entitled “Psychosocial Wellbeing among Vietnamese Adolescents with Visual
and/or Physical Disabilities” being conducted by Thu Phuong Dinh Thi as part of her
postgraduate course at Flinders University.

1. | have read the information provided.

2. Details of procedures and any risks have been explained to my satisfaction.

3. | am aware that | should retain a copy of the Information Sheet and Consent
Form for future reference.

5. | understand that:

. I may not directly benefit from taking part in this research.

. | am free to withdraw from the project at any time and am free to
decline to answer particular questions.

. While the information gained in this study will be published as
explained, | will not be identified, and individual information will remain
confidential.

- Whether | participate or not, or withdraw after participating, will have
no effect on any treatment or service that is being provided to me.

- Whether | participate or not, or withdraw after participating, will have
no effect on my progress in my study, or results gained.

- I may ask that the survey be stopped at any time, and that | may

withdraw at any time from the session or the research without
disadvantage.

6. | have had the opportunity to discuss taking part in this research with a family
member or friend.

Participant’s signature...... ... Date........ccovvvevvninnns

| certify that | have explained the study to the volunteer and consider that she/he

understands what is involved and freely consents to participation

Researchers Name. ... e e e e e e

Researchers signature............ .. ... Date.. ...

This research project has been approved by the Flinders University Social and Behavioural
Research Cthics Committee (Project Number 6356). For more information regarding ethical
approval of the project the Executive Officer of the Committee can be contacted by
telephone on 8201 3116, by fax on 8201 2035 or by email
human.researchethics@flinders.edu.au.
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=

2.
Flinders

UNIVERSITY

GUARDIAN/PARENT CONSENT FORM
FOR ADOLESCENTS UNDER 18 YEARS OLD PARTICIPATION IN THE
QUANTITATIVE STUDY

Psychosocial Wellbeing among Viethamese Adolescents with Visual and/or Physical
Disabilities

being parent/guardian hereby consenttomy child ...,
participating, as requested, in the study entitled “Psychosocial Wellbeing among
Vietnamese Adolescents with Visual and/or Physical Disabilities” being conducted by
Thu Phuong Dinh Thi as part of her postgraduate course at Flinders University.

1. | have read the information provided and explained the study and other
considerations for my child. This consent is also based on my child’s will.

2. Details of procedures and any risks have been explained to my satisfaction.

3. | am aware that | should retain a copy of the Introduction Letter and Consent
Form for future reference.

4. | understand that:

. My child may not directly benefit from taking part in this research.

. My child is free to withdraw from the project at any time and is free to
decline to answer particular questions.

. While the information gained in this study will be published as
explained, my child will not be identified, and individual information will
remain confidential.

. Whether my child participates or not, or withdraws after participating,
will have no effect on any treatment or service that is being provided to
him/er.

. Whether my child participates or not, or withdraws after participating,
will have no effect on his/her progress in hisher study, or results
gained.

. My child may ask that the survey be stopped at any time, and he/she
may withdraw at any time from any parts of the research without
disadvantage.

Parent/guardian’ signature...............cocoiiiiiiiiiiiiiiinns Date......ccccoeiiivninnaen.

| certify that | have explained the study to the volunteer and consider that she/he
understands what is involved and freely consents to participation.

ReSearCher S NAIME. ... e ettt e e e eeeeen e eeeeas

Researcher's signature............c.coiviiiiiiievvcvvcee e e Date..........coovvevvnnnnn.

This research project has been approved by the Flinders University Social and Behavioural
Research Ethics Committee {Project Number 6356). For more information regarding ethical
approval of the project the Executive Officer of the Commitiee can be confacted by
telephone on 8201 3116, by fax on 8201 2035 or by email
human.researchethics@flinders.edu.au.
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Appendix F: The full questionnaire used in Study 2 in English

Severity of disability

WHODAS 2.0

WORLD HEALTH ORGANIZATION
DISABIUTY ASSESSMENT SCHEDULE 2.0

12-item version, self-administered

This guestionnaire asks about difficulties due to health conditions. Health conditions include diseases

or illnesses, other health problems that may be short or long lasting, injuries, mental or emotional

problems, and problems with alcohol or drugs.

Think back over the past 30 days and answer these questions, thinking about how much difficulty you

had doing the following activities. For each question, please circle only one response.

In the past 30 days, how much difficulty did yaou have in:

=1 Standing for long periods such as 30 Mone Mild Moderate | Severe Extreme
minutes? or cannot
do
=2 Taking care of your housshold Mone Mild Moderate | Severe Extreme
responsibiliies? or cannot
do
53 Learning a new task, for example, Mone il Moderate | Severe Extreme
learning how to get to a new place? or cannot
do
= Haow much of a problem did you have Mone il Moderate | Severe Extreme
[oining in community activities (for orcannot
example, festivities, religious ar ather do
activities) in the same way as anyone
else can”?
=5 Haowr much have you been emotionally Mone il Moderate | Severe Extreme
affected by your health problems? ar cannot
do
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In the past 30 days, how much difficulty didyou have in:

=6 Concentrating on doing something for Mone Tl MWoderate Severe Extreme
ten minutes? or cannaot
do
=7 Walking a long distance such as a MNone Tlild MWoderate Severs Extreme
kilometre [or equivalent]? orcannot
do
S8 Washing your whole body? Mone Plilict MWoderate Severe Extreme
or cannat
do
59 Getting dressed? Mone fild MWoderate Severs Extreme
or cannct
do
=10 Dealing with people you do not know? Mone Ililct MWoderate Severs Extreme
or cannaot
do
s Maintaining a friendship? Mone Mild Moderate Severe Extreme
or cannat
do
512 Your day-to-day work? Mone fild] MWoderate Severs Extreme
or cannct
do
H1 Owerall, inthe past 30 days, how many days were these
difficulties present? Racord number of days
HZ2 In the past 30 days, for how many days were you totally unable
to carry out your usual activities or work because of any health | Record number of days
condition?
H3 In the past 30 days, naot counting the days that you were totally

unable, for haw many days did you cut back or reduce your
usual activities or wiork because of any health condition?

Record number of days

Participant ID::

Date:

Flourishing Scale

Below are 8 statements with which you may agree or disagree. Using the 17 scale below,

Indicate your agreement with each item by indicating that response for each statement.
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d.

€.

7 - Strongly agree

6 - Agree

5 - Slightly agree

4 - Neither agree nor disagree

3 - Slightly disagree

I lead a purposeful and meaningful life

My social relationships are supportive and rewarding

I am engaged and interested in my daily activities

I actively contribute to the happiness and well-being of others

I am competent and capable in the activities that are important to me

I am a good person and live a good life

I am optimistic about my future

People respect me
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Discrimination Scale

Participant ID:

Date:

Using the 1 - 6 scale below, please indicate your answer with each item by placing the
appropriate number on the line preceding that item. Please be open and honest in your

responding.

h.

J-

k.

6 - Almost everyday
5 - At least once a week
4 - A few times a month

3 - A few times a year

2 - Less than once a year

In your day-to-day life, how often do any of the following things happen to your friends who

have visual or physical disabilities?

= They are treated with less courtesy than other people are.

= They are treated with less respect than other people are.

=  They receive poorer service than other people at restaurants or stores.
= People act as if they think they are not smart.

= People act as if they are afraid of your friends.

= People act as if they think your friends are dishonest.

=  People act as if they’re better than your friends are.
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DAS S 2 1 Person ID: Date:

Please read each statement and circle a number 0, 1, 2 or 3 which indicates how much the statement
applied to you over the past week. There are no right or wrong answers. Do not spend too much time

on any statement.

The rating scale is as follows:

0 Did not apply to me at all

1 Applied to me to some degree, or some of the time

2 Applied to me to a considerable degree, or a good part of time
3 Applied to me very much, or most of the time

AWM

O 0 ~N O u

10
11
12
13
14

15
16
17
18
19

20
21

| found it hard to wind down
| was aware of dryness of my mouth
| couldn't seem to experience any positive feeling at all

| experienced breathing difficulty (eg, excessively rapid breathing,
breathlessness in the absence of physical exertion)

| found it difficult to work up the initiative to do things
| tended to over-react to situations

| experienced trembling (eg, in the hands)

| felt that | was using a lot of nervous energy

| was worried about situations in which | might panic and make
a fool of myself

| felt that | had nothing to look forward to
| found myself getting agitated

| found it difficult to relax

| felt down-hearted and blue

| was intolerant of anything that kept me from getting on with
what | was doing

| felt | was close to panic

| was unable to become enthusiastic about anything
| felt | wasn't worth much as a person

| felt that | was rather touchy

| was aware of the action of my heart in the absence of physical
exertion (eg, sense of heart rate increase, heart missing a beat)

| felt scared without any good reason

| felt that life was meaningless

o O O O ©O o O O O © o O O ©O

o O O O ©O

— e m—_ .

—

RN N NN N D NN N N NN

N NN NN

N

W W w w w W W W w W W W W W

W W W W W
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People ID: Date:

REVISED LIFE ORIENTATION TEST - OPTIMISTIC MEASURE

Please be as honest and accurate as you can throughout. Try not to let your response to one
statement influence your responses to other statements. There are no "correct” or "incorrect”
answers. Answer according to your own feelings, rather than how you think "most people”

would answer.

n. 4=1agreea lot

0. 3 =1agree a little

p. 2 =1 neither agree nor disagree
g. 1=1Disagree a little

r. 0=1Disagree a lot

____ 1. Inuncertain times, I usually expect the best.
2. It's easy for me to relax.]

____ 3. Ifsomething can go wrong for me, it will.
_____ 4. I'm always optimistic about my future.

5. lenjoy my friends a lot.]

_____ 6. It's important for me to keep busy.]

__ 7. I'hardly ever expect things to go my way.
__ 8. I don't get upset too easily.]

____ 9. I rarely count on good things happening to me.

10. Overall, I expect more good things to happen to me than bad.
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Participant ID: Date:

The Positive And Negative Affect Schedule

This scale consists of a number of words that describe different feelings and emotions. Read
each item and then list the number from the scale below next to each word. Indicate to what
extent you feel this way right now, that is, at the present moment OR indicate the extent you
have felt this way over the past week (circle the instructions you followed when taking this
measure).

s. 5 - Extremely
t. 4 - Quite a Bit

u. 3 - Moderately

v. 2-A Little
Irritable
Interested
] Alert
Distressed
) Ashamed
Excited _
Inspired
Upset
Nervous
Strong _
] Determined
Guilty _
Attentive
Scared _
i Jittery
Hostile _
I Active _
Enthusiastic
Afraid
Proud
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Participant ID:

Date:

Strengths And Difficulties Questionnaire
(Conduct problems and prosocial behaviour Questionnaire)

Using the 0 - 2 scale below, please indicate your answer with each item by placing the

appropriate number on the line preceding that item for Not True, Somewhat True or Certainly

True. It would help us if you answered all items as best you can even if you are not

absolutely certain. Please give your answers on the basis of how things have been for you

over the last six months.

X. 2-Certainly True
y. 1-Somewhat True

Z. 0-Not True

= | try to be nice to other people. | care about their feelings
= | am restless, | cannot stay still for long

= | get a lot of headaches, stomach-aches or sickness

» [ usually share with others, for example CD’s, games, food
= | get very angry and often lose my temper

= | would rather be alone than with people of my age

= | usually doas I am told

= |worrya lot

= | am helpful if someone is hurt, upset or feeling ill

= | am constantly fidgeting or squirming

= | have one good friend or more

= | fighta lot. | can make other people do what | want

= | am often unhappy, depressed or tearful

= Other people my age generally like me

= | am easily distracted, | find it difficult to concentrate

= | am nervous in new situations. | easily lose confidence
= | am kind to younger children

= | am often accused of lying or cheating

cfoNoNoNoloNeNoloNoNoloNeNoloNeoNoloReoNoNoloNeloNReoNeNoNoNa
PR RRPRRPRPRRPRRPRPRRPRRPRPRRERRPRPRREPRPREPRPRPRERREPRPRERRERRRER

s Other children or voilina neonle nick on me or hiillv me

NRNNPNPPNPNPDNPPNRONPNNPNPNDNDNDNDPNDNDNDNDPNDNDNDRNDDNDNDDNDNDNDNDDNDDNDNDPNDNDDNDNDDNDDNDDND

271




The Satisfaction With Life Scales

People ID:

Date:

Below are five statements that you may agree or disagree with. Using the 1 - 7 scale below,

indicate your agreement with each item by placing the appropriate number on the line
preceding that item. Please be open and honest in your responding.

aa. 7 - Strongly agree

bb. 6 - Agree

cc. 5 - Slightly agree

dd. 4 - Neither agree nor disagree

ee. 3 - Slightly disagree

ff 2 _ Dicanron

_____Inmost ways my life is close to my ideal.

_____The conditions of my life are excellent.

_____lam satisfied with my life.

_____So far I have gotten the important things | want in life.

If I could live my life over, | would change almost nothing.
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Expanded Vaux Social Support Record
Please show how nuich vou agree or disagree with each of these statements by ticking (v the answer which
is most trite for you.

Not At All

At school, there are adults I can talk to, whe care about my
feelings and what happens to me.

| At school, there are adults I can talk to, who I do fun things with
and who make me feel happy.

3. | at school, there are adults I can talk to, who give good
suggestions and advice about my problems.

4| At school, there are adults who help me by doing something to
help solve problems like fixing something or making food.

5| at school, there are adults I get upset with or angry at (even if I
don’t show it.)

6. | There are people in my family I can talk to, who care about my
feelings and what happens to me.

7. | There are people in my family who I do fun things with and who
make me feel happy.

8. | There are people in my family I can talk to, who give good
suggestions and advice about my problems.

% | There are people in my family who help me by doing something
to help solve problems like fixing something or making food.

10- | There are people in my family who I get upset with or angry at
(evenif I don’t show it).

L1 {1 have friends I can talk to, who care about my feelings and what
happens to me.

12.1 I have friends I can talk to, who I do fun things with and who
make me feel happy.

131 I have friends I can talk to, who give good suggestions and advice
about my problems.

14| 1 have friends who help me by doing something to help solve
problems like fixing something or making food.

15.

[ have friends who I get upset with or angry at (even if I don’t
show it).
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Participant ID: Date:

The Ways Of Coping Checklist- Asian Version

This is a four-point Likert scale (0 = does not apply and/or not used; 3 = used a great deal).
The correct and official version would be replaced this attachment as soon as the bought
version is delivered to the researcher.

© 0 N o gk~ w D E

[EEN
o

Bargained or compromised to get something positive from the situation

Concentrated on something good that could come out of the whole thing

Made a plan of action and followed it

Came out of the experience better than when | went in

Changed something so things would turn out all right

Just took things one step at a time

I know what had to be done, so I doubled my efforts and tried harder to make things work
Came up with a couple of different solutions to the problem

Changed something about myself so I could deal with the situation better

. Stood my ground and fought for what | want

I I N T T T e
© © O N o U A W N P

. Accepted the next best thing to what | wanted

. Try not to act too hastily of follow my own hunch

. Accepted my strong feelings, but didn’t let them interfere with other things too much
Changed or grew as a person in a good way

. Talked to someone to find out about the situation

. Accepted sympathy and understanding from someone

. Asked someone | respected about how | was feeling

. Talked to someone about how | was feeling

. Got professional help and did what they recommended

. Talked to someone who could do something about the problem

21.
22.
23.
24.
25.
26.
217.
28.

Blamed yourself

Criticized or lectured yourself

Realized you brought the problem yourself

Hoped a miracle would happen

Wished | was a stronger person--more optimistic and forceful
Wished that I could change what had happened

Wished | could change the way that | felt

Wished that situation would go away or somehow be finished
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29.
30.
31.
32.
33.
34.
35.
36.
37.
38.

Daydreamed or imagined a better time or place than the one

I was in Had fantasies or wishes about how things might turn out

Went on as if nothing had happened

Slept more than usual

Got mad at the people or things that caused the problem

Tried to forget the whole thing

Tried to make myself feel better by eating, inking, smoking, taking medications
Avoided being with people in genera

| Refused to believe it had happened

Kept others from knowing how bad things were
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Appendix G: Internal consistency of the measures included in the pilot test

Measures N Cronbach’s a
coefficient

World Health Organization Disability Assessment 12 0.79
Schedule 2.0

Flourishing Scale 8 0.84

The Everyday Discrimination Scale 9 0.78

The coping flexibility scale 10 0.51
Depression, Anxiety and Stress Scale 21 0.93

The Revised Life Orientation Test 7 0.60
Positive and Negative Affect Schedule 20 0.64
Strengths and Difficulties Questionnaire 25 0.78
Satisfaction with Life Scales 5 0.91

The Expanded Vaux Social Support Record 15 0.83

Note. N = Number of items.
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Appendix H: Introduction letters for Study 3

School of Psyehaology
Faculty of Social Sciences

GPO Box 2100
Adelaide SA 5001

Flinders

UNIVERSITY Fax: +61 8201 3877
ADELAIDE » AUSTRALIA Email: pswehology@flinders. edu. au

http /Awww ssn flinders edu au/psye
CRICOS Provider No. 001144,

10 June 2014
LETTER OF INTRODUCTION
(Organizations - Quantitative and Qualitative study)

Dear s

| understand that this organization provides services for young people with disability.

This letter is to introduce Dinh Thi Thu Phuong, who is a postgraduate student in the School of
FPsychology, Faculty of Social and Behavioural Sciences, Flinders University, Australia and a lecturer
at Hue University, Vietham. She is completing a research study as part of her PhD studies.

Her project is entitled “Psychosocial Wellbeing among Viethamese Adolescents with Visual and/or
Physical Disabilities”. The research study comprises of two parts: (1) investigating wellbeing of
adolescents with visual and/or physical disabilities, and (2) exploring their challenges, perception of the
current support services and expectation of a future support service. | am seeking your permission for
young people who receive services from your organization to take part in the study.

| would be most grateful if you would volunteer to help by

* Allowing another person to come to your organization to explain the research study and to hand
our Letters of Information and consent forms.

* Allowing Phuong place a drop box at a common place, so that young people or their guardians
can retum their consent forms indicating whether or not they are willing to participate.

+ Allowing young people with a physical or visual disability who are in your care to answer the
questions and give their opinion about them, if they have consent to participate in the study.

+ Ifthereis a quiet place is sometimes not needed for other activities, it would be helpful for Phuong
to be able to use this space when she was conducting the study with the adolescents.

Phuong recognises that participation in the study may disrupt the activities of your organization. She
will make every effort to minimize this. However, as a small token of our appreciation, she would
provide you a small shopping token or gift or cash valued 50.000¥ND. This token will be provided
at completion of all stages of the research.

If you agree to allow the adolescents in your care to take part in the study now, you are free to change
your mind later. Your decision about whether to help with the study will not affect how Phuong or any
other person treats you, or any other relationship you have with Hue University or Flinders University.
Your decision will remain confidential.

Young people who choose to participate in this study will first be asked to complete a short
questionnaire assessing their physical health. Those who are eligible to participate in the study will
then be asked to complete a questionnaire. There are a large number of questions, so the
gquestionnaire has been divided into 3 parts, each part takes about 45 minutes to complete.
Young people can choose to complete none, one, two or all three parts.
There are questions about

- General information (such as participant’'s name, age, where they live etc.)

- Factors related to their wellbeing, such as about life satisfaction, how they feel at the

moment, what difficulties they face in their life and about their relationships with other people.
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Most questions can be answered quickly; young people just heed to tell Phuong a number (0-7) for the best
answer or which box to tick.

As a token of appreciation for their time, each young person who participates in answering the
guestionnaire will also be given a small shopping token or gift or cash valued 15.000VND for each
part of the three parts of the study that they complete.

After completing the guestionnaire, just a few adolescents (0-3 participants) might be invited to join the
later qualitative study. Those who agree to participate will join a recorded interview asking about their
current challenges, their perception about existing support service and their expectation from a future
support service.

A thank you gift valued 30.000VND would be given to adolescents who join the interview in the
interview. It will be provided at completion of all stages of the research.

Participants in the study will be encouraged to let Phuong, you or other staff members know if they
experience any distress or discomfort during, or after, participation in this study. She will also provide
gach participant and the staff in this organization with an information sheet about how they can contact
other sources of support.

All the information provided by the young people will remain confidential and they have the right to
decline to answer particular questions, to withdraw from the study, and to withdraw information they
have provided. Neither the young people, the organization, nor its staff members will be identified in
the reports of the study.

Phuong will provide two copies of the information sheet about the study and a support services
information sheet for staff for their records.

Thank you for taking the time to read this information sheet and we hope that you will accept
our invitation to be involved.

Yours sincerely

Julie Robinson, PhD, Senior Lecturer

This research project has been approved by the Finders Universily Social and Behavioural Research Ethics
Commiffes (Project Number 6356). For more information regarding etfical approval of the prorect the
Executive Officer of the Commiftes can be confacted by felephone on (+671) 8201 3116, by fax on 8201 2035
ar by email fuman researchethics@iinders edy. au.

Appendix I: Consent form for adolescents over 18 years of age to participate in Study 3
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Flinders

UNIVERSITY

CHILDREN OVER 18 YEAR OF AGE CONSENT FORM
FOR PARTICIPATION IN THE QUALITATIVE STUDY

Psychosocial Wellbeing among Viethamese Adolescents with Visual and/or Physical
Disabilities

being over the age of 18 years hereby consent to participate as requested in the
study entitled “Psychosocial Wellbeing among Vietnamese Adolescents with Visual
and/or Physical Disabilities” being conducted by Thu Phuong Dinh Thi as part of her
postgraduate course at Flinders University.

1. | have read the information provided.

2. Details of procedures and any risks have been explained to my satisfaction.

3. | am aware that | should retain a copy of the Information Sheet and Consent
Form for future reference.

5. | understand that:

. I may not directly benefit from taking part in this research.

. My interview will be recorded by an audio recorder.

. | am free to withdraw from the project at any time and am free to
decline to answer particular questions.

. While the infformation gained in this study will be published as
explained, | will not be identified, and individual information will remain
confidential.

. Whether | participate or not, or withdraw after participating, will have
ho effect on any treatment or service that is being provided to me.

. Whether | participate or not, or withdraw after participating, will have
no effect on my progress in my study, or results gained.

. I may ask that the survey be stopped at any time, and that | may

withdraw at any time from the session or the research without
disadvantage.

6. | have had the opportunity to discuss taking part in this research with a family
member or friend.
Participant’s signature.... ... ... Date.........o.ccooiiiiit

| certify that | have explained the study to the volunteer and consider that she/he
understands what is involved and freely consents to participation

ResSearCher s NAM. ... .ot ettt e e e e e eenn s

Researcher's signature...... ... Date........ccooeiviiiaannn

This research project has been approved by the Flinders University Social and Behavioural
Research Ethics Committee (Project Number 6356). For more information regarding ethical
approval of the project the Executive Officer of the Commitiee can be contacted by
telephone on 8201 3116, by fax on 8201 2035 or by email
human.researchethics@flinders.ediu.au.

Appendix J: Consent form for parents/guardians of adolescents under 18 years of age to
participate in Study 3
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Flinders

UNIVERSITY

GUARDIAN/PARENT CONSENT FORM
FOR ADOLESCENTS UNDER 18 YEARS OLD PARTICIPATION IN THE
QUALITATIVE STUDY

Psychosocial Wellbeing among Viethamese Adolescents with Visual and/or Physical
Disabilities

being parent/guardian hereby consenttomychild ...
participating, as requested, in the study entitled “Psychosocial Wellbeing among
Viethamese Adolescents with Visual and/or Physical Disabilities” being conducted by
Thu Phuong Dinh Thi as part of her postgraduate course at Flinders University.

1. | have read the information provided and explained the study and cther
considerations for my child. This consent is also based on my child’s will.

2. Details of procedures and any risks have been explained to my satisfaction.

3. | am aware that | should retain a copy of the Introduction Letter and Consent
Form for future reference.

4. | understand that:

. My child may not directly benefit from taking part in this research.

. The interview will be recorded by an audio recorder.

. My child is free to withdraw from the project at any time and is free to
decline to answer particular questions.

. While the information gained in this study will be published as
explained, my child will not be identified, and individual information will
remain confidential.

. Whether my child participates or not, or withdraws after participating,
will have no effect on any treatment or service that is being provided to
him/er.

. Whether my child participates or not, or withdraws after participating,
will have no effect on hisfher progress in hismher study, or results
gained.

. My child may ask that the survey be stopped at any time, and he/she
may withdraw at any time from any parts of the research without
disadvantage.

Parent/guardian’ signature............. ...l Date...........coovveninnne.

| certify that | have explained the study to the volunteer and consider that she/he
understands what is involved and freely consents to participation.

ReSearCher S NMAMI. .. i i e i e et re i er i s e s nsnnsnsansnnnarrrnrnnrnnrrnrs

Researchers signature................. ...l Date........cc.oocoviiiine

This research project has beern approved by the Flinders University Social and Behavioiral
Research Ethics Committee {(Froject Number 6356). For more information regarding ethical
approval of the project the Executive Officer of the Committee can be contacted by
telephrone on 8201 31186, by fax on 8201 2035 or by email
human.researchethics@flinders.edu.au.

Appendix K: Codebook used in Study 3
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CODE BOOK

Research questions for study 3

1. Toidentify:

= Common challenges facing Vietnamese adolescents with visual and physcial
disabilities

= The challenges for which participants believed that they needed support from external
sources

2. To capture the evaluations of current support services by Vietnamese adolescents with
visual and physical disabilities

3. To explore perceptions and expectations concerning an ideal support service for
Vietnames adolescents with visual and physical disabilities

Interview questions

The ultimate aim of this research is to improve the services provided to young people

with a disability which would help them overcome their challenges/difficulties. In order to do

that, 1 am, first of all, very interested in understanding your challenges/ problems in your

lives.

Question 1. Could you share with me the kinds of challenges that you have encountered in

the last month?
Coding:
Unawareness: used for “I don’t know”, “I am still small, I do not think about it”Filters/|
don't know

Challenges/ require external support

Challenges/ Individual autonomy/cooking

Challenges/Emotion/positive feelings

Challenges/ Leisure and recreation/difficulty learning basketball

Freedom of movement: Challenges/Freedom of movement/Need friend's assistance

(0]

O O O O O O O 0 Oo

(@]

Freedom of movement/ Access (to washing machine, study space, study equipment,

Challenges/ Freedom of movement

Challenges/Freedom of movement/limited

Challenge/Freedom of movement/difficulties
Challenges/Freedom of movement/Need friend's assistance
Challenges/Freedom of movement/Require technical assistance
Challenges/Freedom of movement/Adapting

Challenges/ Freedom of movement/ challenges compared to others
Challenges/ Freedom of movement / Accidents

Challenges / Freedom of Movement / Recreational Activities
Challenges/Freedom of movement/ Only able to walk
Challenges/Freedom of movement/ Dangers

computer, electricity...)
Finance: Financial management, getting-by, no worries,
Education:

o

o O O O

©)

Challenges/Education
Challenges/Education/Large homework
Challenges/Education/Difficulty understanding
Challenge/Education/Able to cope with
Challenges/Education/ Require external support
Chllange/ Education/ Distance from school

Learning/Developing skills

@)
@)

Challenges / Disability/ Reading and hanwriting
Challenges / Disability/ Writing
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Leisure activities
Preparing for the future
o Challenges/Finance
o Challenges/financial management
o Challenges/ Finance/ Require external support
Career
o Challenges/Career
o Challenges/Career/lack of money
o Challenges/Career/future concern
o Challenges/career/job readiness
Social relationship problem: require cooperation, neutral, Social relationship/passive
responds
o Challenges/Social relationship/passive attitude
Challenges/Social relationship/Few classmates
Challenges/Social relationship/Anxiety
Challenges/ Social relationship/No problems
Challenges Saocial relationship/ Questions by friends
Challenges /Social relationship/ Identifying individuals
Social relationship/ Not many friends
Challenges/ Social relationship/ Making new friends
Challenges/Social relationship/ Problems communicating with friends
Challenges/Social relationship/ Hard talking to strangers
Challenges/Social relationship/Difficulties
Challenges/Social relationship/Lack of confidence
Challenges/Social relationship/ Language issues
Challenges/Social relationship/ Idea expresion
o Challenges/Social relationship/ Communication barriers
Relationship problem: require cooperation, harmony living, friendship, family, love,
etc...
Practical problem: health, transport, finance, career, etc...
Emotions: anxiety, fear, depression, frustration, joy, optimism, able to be stable.
o Emotions/Negative/Worry over situation
Emotions/Negative
Emotions/Negative/Worry over situation
Emotions/ negative/ disability
Emotions/ negative/ unable to assist family
Emotions/ negative/ individual capacity
Emotions/ Homesickness

0O O OO0 OO OO OoOO0oO OO OoOOo

0O O O O O O

Support seeking: low utilisation of formal services, lack of information and knowledge

about services, and isolation.
Stigma and discrimination: being hated, disturbed or teased...
o Discrimination/hated
o Discrimination/disturbed
o Discrimination/ teased
o Discrimination / Teased by friends
Individual capacity: limited vision,
o Individual capacity/ Communication/neutral
o Individual capacity/ Communication/ Positive
o Individual capacity/Communication/ Adapting to challenges
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5

Individual capacity/ disability/ poor vision since birth

Individual capacity/ disability/ limited vision

Individual capacity/Freedom of movement / autonomy

Individual capacity/ Finance/ Unable to manage

Individual capacity/Communication/ not open personality
o Individual capacity/ disability/ limited vision

Individual interest/ Career/ uncertain

External support access:/Education/private tutors

External support access/Education/lacking

External support/ Positive communities

External support /Education/ Lack access

Career/exploring individual inter

O O O O O

Question 2. Now, | would like to ask you about an imaginary situation. Imagine that you

had a magic wand that could help you change three things. You could not change your
disability, but you could change anything else, what would you change? And why?

Coding: Similar coding concepts in the Question 1: Health, transportation, finance, career,
harmony living, friendship, family, love, stigma, discrimination, communication, support
services etc...

The most concerned: disability/eyesight,
Individual capacity/Freedom of movement/mobility
Wishes and Desire /disability/the most concerned
Wishes and Desire/Many
Wish and need/ Not many
Wish and need
o Wish and need/ Vague
Wish and need/ friends
Wish and need/ health
Wish and need/ leisure and recreation
Wish and need/ Finances
Wish and need/ Finances/ able to support family
Wish and need/ Quality of life/good
Wish and need/ family
Wish and need/ Family welfare
Wish and need/ Family welfare/ health
Wish and need/ Family welfare / less workload
Wish and need/Freedom of movement/easier access
Wish and need/Freedom of movement/ access to mobility equipment assistance
Wish and need/Leisure or Recreation/ access to facilities
Wish and need/Leisure or Recreation/ access to facilities (TV or Radio)
Wish and need/Freedom of movement/autonomy
Wish and need/Career/uncertain about interest
Wish and need/Career/future job
Wish and need/Career/job preparation awareness
Wish and need/ career/ success
Wish and need/ Career/ Autonomy
Wish and need/ career/ a good voice to become a singer
Wish and need/ success in vocational training
Wish and need/ education/ success
Wish and need/Education/ Literacy
Wish and need/ Education/ Numeracy and finance

O O O OO0 OO0 ODO0OO0OO0OBOO0OO0ODOOOLODOOoOoOoOOoo
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Question 3. Now | would like you to think about the real world. I am interested in gaining a

Wish and need/ Education / Writing

Wish and need/ Education/ good

Wish and need/ Positive communication

Wish and need/Communication/more opportunities

Wish and need/ Communication and language skills

Wish and need/Communication/longer friendships
o Wish and need/Communication/ Many friends

Challenges/Communication/few opportunities

Challenges/Communication/potential problems

Challenges/Education/lack of support from classmates

Challenges/ Unawareness

Challenges/Freedom of movement/mobility

Challenges/Freedom of movement/require external help

Individual capacity/Freedom of movement/mobility

Individual capacity/ Finances/ Awareness of job importance

Individual capacity/ disability/ unable to feel with right hand

Individual capacity/side-effect of being confident

Challenges/Stigma

Discrimination/isolation

Discrimination / Fear

Emotion/negative

Filter/Repeating the question

O O O O O O O

Wish and need/ Education / ability to feel with both hands for learning braille

better understanding of your perceptions of what would help them to overcome the challenges

they face. What are challenges that you think you can solve yourself?

Coding:

I don’t know
Freedom of movement

Individual capacity/ Freedom of movement/learning to walk alone
Individual capacity/ Freedom of movement/learning and practising new routes

Finance

Individual capacity/ Finances/positive outlook on supporting family

Leisure activities

Preparing for the future

Career

Individual ability/Career/good skills

Individual capacity/ job proficiency

Individual interest/Career/exploring of interests

Individual interest/Career/ future career

Individual capacity/ Career/ positive outlook
Wish and need
Wish and need/

o Wish and need/Career/optimistic and opportunity

Wish and need/Career/exploring of interests
Wish and need/Career/importance of enjoyable job
Wish and need/ Communication/ Many friends
Individual capacity/learning to cook

Individual capacity/ Education /positive motivation
Individual capacity/Education / positive outlook
Individual capacity/ Education/ writing

0 O O O O O O
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Individual capacity/ adapting to daily living/ recognizing objects by touch
Individual capacity/ quality of life/positive outlook
Individual characteristics/ intrapersonal/confidence
Individual Capacity/ Communication/ Require more effort
Challenges/individual capacity/building confidence
Challenges/Education/Math and English
o Challenges/Education/ Require external support
= Access to washing machine, study space, study equipment, computer, electricity...
= Communication problem: language issues, idea expresion, communication barriers,
Communication/Friendships/require cooperation
= Relationship problem: harmony living, friendship, family, love, etc...
= Practical problem: health, transport, finance, career, etc...
= Emotions: anxiety, fear, depression, frustration, joy, optimistic...
= Support seeking: low utilisation of formal services, lack of information and knowledge
about services, and isolation.
= External support/communication/teacher’s support in friendships
= Stigma and discrimination: being hate, distured or teased...
Follow-up guestion: How do you resolve it yourself?
Coding: Interviewees may mention some coping strategies:
Self care, distraction, denial, humor, seeking support, problem-solving, relaxation, physical
recreation, adjusting expectations, self-blame, venting...
Problem-focused strategies

O O O O O O

= Self care
= Analyze the situation: identifying source situation and generating possible
solutions.

= Increase effort: working harder

= Increase knnowledge: searching and reading material about individual’s problems

= Increase application of knowledge: Applying what you have already learned to
daily life.

= Seek support searching support service online

= Talk to a person that has a direct impact on the situation

Emotion-focused strategies

= Brooding: e.g. going over and over the same hurt or disappoinment

= Venting: e.g. complaining as a way to release the negative emotion to avoid the
explotion

= Magical thinking: e.g. winning a lottery, finding money on the street...

= Imagining better future

= Avoid/Deny: Avoiding everything that is related to the situations or taking drugs
and/or alcohol to escape from this situation.

= Blame: Blaming yourself or others for the situation.

= Social support: talking to your best friend or seek professional support services

Question 4. What other challenges that you think you need external support?
Coding:

= Communication problem: language issues, idea expresion, communication
barriers...

= Relationship problem: harmony living, friendship, family, love, stigma and
discrimination, etc...

= Practical problem: Health, transport, finance, career, etc...

o Challenges/Education/individual motivation
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Challenges/Education

Challenges/Education/pessimistic about individual capacity
Challenges/Education/pessimistic about learning process
Challenges/Career/ challenge from self-taught

Freedom of movement/ require external support

Emotional problem: love, sexualitity and all other problems that affect their
feeling/emotion as a result.

Support seeking: low utilisation of formal services, lack of information and
knowledge about services, and isolation.

External support

External Support/Lack of knowledge

External Support/Technological support

External support/ Have not used

External support/Awareness of services

External support/ Awareness of services/information from friend
External support/Awareness of services/friend making

External Support/Vocational support

External support/ Vocational training/ Access

External support/Awareness for career preparation

External support/ Career/ awareness they require external support
External Support/Communication/ Making friends

External Support/Benefits for others

External Support/ Access support barrier

External Support/ Technology access

External Support/ Language barrier

External support/Access/barrier due to disability

External support/ Must haves/ vocational, friend making and psychological
Services.

External support/Finances/subsidized tuition fees

External support/ Education/Require teacher's support

External support/ Education/Require external support

External support/friend making service/accessible

=0 O O O O

O O OO0 0O O0OO0OO0OO0OO0OO0ODO0ODO0oOOoOOoOoOoOo

0 O O O

Wish and need

Wish and need/Career/external support
Wish and need/Relationship/confidentiality
Wish and need/Relationship/confidentiality
Wish and need/Education/English

Wish and need/Education/application
Access to technology/ available to others
Access to technology/ available to others
Access to technology/benefits

Model/ Online services

O 0O O OO0 0O OO0 Oo

lindividual: Individual interest/ career/ massage career
= Follow-up question: Seeking external coping strategies: companionship,
sympathy, emotional support, practical support... from others). If the participant
mentions only informal support (e.g., family and friends), they will be explicitly
asked about the existence, accessibility and effectiveness of formal support (e.g.,
counselling services, employmnet agencies, non-government agencies etc):
Suggested themes
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= Type of support: Informal or formal support. Informal support includes friends,
family members, close teachers. Formal support includes commonwealth
government, State government, private sector and community sector (\Vocational
support centers, counselling center, radio-counselling service, making-friend
network etc...)
= Type of services: Psychological, VVocational, Residential, emotional support etc.,
Follow-up guestion. Could any of the problems you mentioned be solved by the existing
support services in your area? What are they?
Coding:
Type of support services used: Vocational support centers, counselling center, radio-counselling
service, making-friend network, social support networks etc... which belongs to one of the
following sections:
= Commonwealth government,
= State government,
= private sector and
= community sector
= [ Don’t know/I’ve never thought about it
= External Support/ Lack of knowledge
= External support/accessibility/financial barriers
» Model/finances/less cost

Question 5: Is there anything about currently available support services that you think is not
effective and unhelpful for you, and why?

Coding:
= Lack of reputation
= Location
= Poor infrustructure
= High fees

= Lack of vocational training experts

= Lack of psychological experts

= Long waiting time is long

= Lack of service

= Staff problems

= Poor quality of support
Question 6. What kinds of services do you want to be available but do not exist at the
moment?

Coding:
1. Navigation-skill class for people with disabilities

2. Consultation and Information Centers for people with disabilites: where to learn Braille,

where to buy braille books or wheelchairs etc...

5 Vocational support centers
6 Counselling centers

7 Radio-counselling service
8 Making-friend network

9 Blind-dating service...

10 I Don’t know/ I’ve never thought about it
11 External Support/ Lack of knowledge

12 External Support/ not consider

13 External support/ have not used
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14
15
16
17
18

External support/ psychological counselling/ available
External support/ lacking psychological counselling
Wish and need/Finances/Able to afford school

Model/ Raising awareness on support services

Model/ Finance/ affordable

Question 7. Is there anything that those supports should be changed or improved in order to be
more effective?

Coding:
19

20
21
22
23
24
25
26
27
28
29
30
31
32

Infrustructure changes for easier access: ramps, lift, not too far from where they live,

Offer service to the child, not passively waiting for the child to come
Friendly, welcoming atmosphere

Diverse range of services provided

Low charge or free basic services

Access to technology/need

Access to technology/technological barrier

Access not technology/language barrier

Services/ VVocational training/ need

Services/ Not needing friend making support

Model/ Must have/ cooking, walking and singing classes
External support/ desired classes/available

Services/ Friend Making services/need

Services/ Psychological counselling/Need

Services/ VVocational Training/Need

Question 8. What characteristics do you think that a support service would have?

Coding:

(1) Physical characteristics: big, clean, nice...

Model/Physical characteristics/ Facilities

Model/Physical characteristics/ Distance and location

Model/ Physical characteristics/ Beautiful place

Model/ Physical characteristics/ Have plants

Model/ Location/ Close to family

Model/ Location/ Close by

Model/Freedom of movement /Easy access

Model/Physical characteristics/Private areas

Model/ Physical characteristics/ Daily living facilities
Model/Technical support/ Availability

Model/Technical support/Full of support

Individual ability/Leisure and Recreation/ Access to recreation facilities
Current support system/Leisure and Recreation/ Creative
Model/Freedom of movement /easier access)

Model/ Available support/ specialized for individuals with disability
o Distance: near their families, or located in downtown. ..

0O O O OO O OO OO0 O0OO0oOO0oOOo

(2) Types of available services:

o Sports training,
Vocational training,
Musical training,
Recreation,

Psychological counselling,
Library,

Private room,

0 O O O O O
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O O OO0 0O OO O0OO0OOoOO0o0OOoOOoOOoOOo

o

Friend-making services

Model/more opportunities for friendships
Model/Psychological support/ availability
Model/Vocational support/ availability

Model/ Education/ additional support

Model/ Education/ vocational training
Model/Leisure and Recreation/ importance
Model/ Positive communities

Model/ positive communities/ have friends
Model/ available support/ teachers and mentors
Model/Good teachers

Model/ available support/ communication opportunities teachers and mentors
Model/finances(cost)/willingness to pay
Model/finances(cost)/cheap

Model/ Finances/ affordable

Model/ Finances/ Free

= Quality of services

o

O O O O o0 O O

©)

Model/ Services/ long lasting
Model/Services/dedicated and committed staff
Model/ Good quality services available
Model/Friendly staffs

Model/highly-qualified staffs
Model/Competent staffs

Model/Family member involvement
Model/Friends visited

Model/ Finances/ affordable

= QOther issues

(@]

O O O O O O O O

Model/finances(cost)/willingness to pay
Model/finances(cost)/cheap

Model/ Finances/ affordable

Model/ Finances/ Free

Individual interest/Leisure and Recreation/ Frequency
Individual interest/Leisure and Recreation/ Importance
Individual capacity/ Finances / unable to manage
External support/ Raising awareness and accessibility
The balance between education and recreation
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