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Abstract: This article presents the findings of a qualitative study on the social
inclusion of children with disabilities in Addis Ababa, Ethiopia and how this
affects their achievement of valued life goals. The study is based on focus group
discussions with children with disabilities and primary caregivers of such
children. The thematic analysis is based on family quality of life and the
capability approach, which are used to explain the effects of social inclusion (and
exclusion) on children with disabilities and their families in three areas of quality
of life: being, belonging, and becoming. The study also looked at how the social
inclusion of children with disabilities can be actualised. The results of the study
confirm the existence of considerable challenges to the social inclusion of
children with disabilities in Addis Ababa, which is reflected in their capabilities.
The results suggest that children with disabilities need assistance and support to
achieve a good quality of life. They also indicate the need for the involvement of
the wider community to support children with disabilities and their families to
enhance the capability of such children, and so improve their family quality of
life.
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Social inclusion is an important element of well-being for children (Biggeri, Ballet, &
Comim, 2011). The World Bank (2013) defines it as “the process of improving the ability,
opportunity, and dignity of people, disadvantaged on the basis of their identity, to take part in
society” (p. 4). Social inclusion is a key component of the United Nations Convention on the
Rights of Persons with Disabilities (Hendricks, 2007) and, as a stated right, is a legitimate goal
for community-based services and support (Cobigo, Ouellette-Kuntz, Lysaght, & Martin, 2012).

People with disabilities face many barriers to full participation in society and are likely to
face social exclusion (Islam, 2015) by family, friends, communities, and the government. In a
study of 25 Belgian families, their social networks were found to comprise mainly family
members and professionals (Steel, Poppe, Vandevelde, Van Hove, & Claes, 2011), although the
latter are rare in developing countries (Samadi & McConkey, 2011). Children with disabilities
and their family members often experience bullying, stigmatisation, and discrimination (Kinnear,
Link, Ballan, & Fischbach, 2016). The intersection of disability and poverty aggravates their
situations, making children with disabilities and their family members who live in poverty
vulnerable and isolated (Trani et al., 2015). As a result, children with disabilities experience high
rates of social exclusion (Chamberlain, Kasari, & Rotheram-Fuller, 2007).

The presence of a child with a disability in a family also affects the lives of other family
members (Valicenti-McDermott et al., 2015). Members of families with children who have
disabilities, especially in developing countries such as Ethiopia, are at risk of increased stress,
social isolation, and stigmatisation, as well as decreased QOL and psychological well-being
(Gupta & Singhal, 2005).

Furthermore, children with disabilities often need support and guidance from their
families long after they have reached adulthood (Aldersey, Francis, Haines, & Chiu, 2017). This
draws attention to the ongoing need to support parents and primary caregivers across the lifespan
of the person with a disability (Bayat, 2007; Singer, Ethridge, & Aldana, 2007).

One way to address these issues is to integrate the family quality of life (FQOL) theory
and the capability approach. Since disability impacts the whole family (Summers et al., 2005),
investigating the lives of children with disabilities and their family members, and constructing a
contextual FQOL based on the values and culture of the society in which they live (Shogren &
Turnbull, 2006), is crucial to enabling children with disabilities to enjoy the “beings” and
“doings” that they value (Sen, 1992).

Although there are indications that low social inclusion is a problem (Simplican, Leader,
Kosciulek, & Leahy, 2015), there is a dearth of up-to-date research and scientific literature on the
nature and severity of the social exclusion of children with disabilities in developing countries
such as Ethiopia. In fact, even in developed countries, where there are in general numerous
studies on social inclusion, research on the social inclusion experiences of children with
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disabilities is scarce. The studies available mostly focus on the requirement of social inclusion
for the fulfilment of the educational needs of children with disabilities.

This study attempts to fill this gap by building on the findings of a preliminary study in
Addis Ababa, Ethiopia to explore the beliefs, attitudes, behaviours, and experiences of children
with disabilities and their primary caregivers in relation to the social inclusion of children with
disabilities. It also aims to investigate how social inclusion tends to bring positive life changes to
both children with disabilities and their families (King et al., 2003; Schalock, 2004).

The specific research questions addressed were: (a) How do children with disabilities
experience social inclusion?, and (b) What are the primary caregivers’ beliefs, attitudes, and
behaviours in relation to the social inclusion of their children with disabilities?

Method

Conceptual Framework

Social inclusion was conceptualised for the purposes of this study using the theory of
FQOL and the capability approach. Social inclusion is a critical component of QOL (Schalock,
2004; Verdugo, Schalock, Keith, & Stancliffe, 2005) and gives children with disabilities
opportunities to be involved in valued life domains (Sen, 1992). It also contributes to FQOL.
This investigation is based on the QOL domains identified by Raphael, Renwick, Brown, and
Rootman (1996) that are also applicable to FQOL. The two constructs, capability approach and
FQOL, are explained using the three themes of being, becoming, and belonging, as those themes
have social contexts that are important to the QOL of children with disabilities and their family
members (Brown, Cobigo, & Taylor, 2015).

The capability approach, developed by Nobel laureate Amartya Sen, is an ethical
framework that states that social justice should focus on supporting the capabilities of all
individuals to conceive, pursue, and achieve their life plans (Sen, 1999; Venkatapuram, 2011).
Capabilities are understood as the opportunity to fulfil functionings — “beings and doings
people have reason to value” (Sen, 1992, p. 40) — that are feasible for a person to achieve. The
capability approach looks at how people can attain goals that are valuable to them. The approach
states explicitly that it is the shared responsibility of the individual and the social context to
facilitate the building up of a person’s capability set so that they can be enabled to achieve a
valuable life. This makes a claim about society that is in line with the claims of the World Bank
(2013) and Cobigo and colleagues (2012).

According to Sen’s (1999) capability approach, resources (the means to achieve a
valuable life) such as income and wealth, but also health, only have meaning because of what
individuals can be and do using them, converting them into outcomes. For Sen, equity in
opportunities and capabilities (i.e., the “freedom to achieve” the important goals that people
have) is central, not equality in means, as in most economic and political philosophical theories.
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Thus, instead of focusing exclusively on the means or instrumental value of goods, the capability
approach advocates for a focus on what we really value and care about, and on what individuals
are practically able and enabled to be and do — on what they can achieve.

Moreover, the desire to be valued in one’s society, for example by peers, has traditionally
been explained by the existence of natural instinct: the need for social inclusion is considered a
normal part of every person’s identity. In addition, being socially isolated means having limited
access to external supports (Chenoweth & Stehlik, 2004), which makes children with disabilities
dependent only on their families; this in turn affects FQOL. Being, belonging, and becoming, the
domains of FQOL identified by Raphael et al. (1996) and used in this paper, explain the effects
of social inclusion (and exclusion) experiences on children with disabilities and their families.
Based on the same authors, these three themes are further classified into subthemes:

e being: physical, psychological, and spiritual,
e belonging: physical, social, and community; and
e becoming: growth, practical, and leisure.

The same domains of being, belonging, and becoming can also be explained in terms of
the capability model: being is similar to the “means to achieve” in the capability approach;
belonging is partly similar to “conversion factors” and partly to “capabilities” (“freedom to
achieve™); and becoming is similar to “functionings” (“achievements”). Thus, the three areas of
FQOL suggested by Raphael et al. (1996) appear to fit nicely with Sen’s (1999) capability
model.

Focus Group Participants and Setting

The methodology used was focus group discussions with children with disabilities and
with primary caregivers of children with disabilities. The focus group discussions were
conducted in the conference room of the School of Commerce, Addis Ababa University. A
representative of the Ethiopian National Disability Action Network (ENDAN) chose the
participants from those who had been put forward by various nongovernmental organisations
(NGOs) under the umbrella of ENDAN. The representative met the children with disabilities and
caregivers, and informed them about the general objective of the study and the major theme of
the focus group discussion. Those who agreed to participate were selected for the focus group
discussion.

Nine children with disabilities participated in the first focus group discussion: eight of
them were 12 to 17 years old, and one was 18 years old; two were deaf (male), two had leg
problems (both female, one a wheelchair user), and five were blind (female). In the second focus
group discussion, eight primary caregivers of children with disabilities participated: six were
mothers, one was a blind woman who runs an NGO taking care of blind children, and one was an
uncle of a child with a disability. The duration of the focus group discussion with children with
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disabilities was 1 hour and 48 minutes; the discussion with primary caregivers lasted 2 hours and
6 minutes.

In what follows, the result of the analyses of the two focus group discussions are
presented together and the most expressive excerpts are used for all themes and subthemes.

Procedures

At the beginning of each session, a moderator (a blind woman) facilitated the focus group
discussions and elaborated on what social inclusion means in the context of the study. There was
also a sign language translator present for children with a hearing impairment. The first author
controlled the voice recorders and took notes. A semi-structured interview guide was used to
provide general direction for the focus group discussions. The focus group discussions were
performed in Amharic (the native language of both the interviewer and interviewees). The
recorded focus group discussions were transcribed verbatim and translated from Amharic to
English by a language professional. The first author carried out the final check on the
translations.

Ethical Review Procedures

In order to ensure that ethical practices were followed and maintained throughout the
research, various procedures and actions were taken to maintain the security and trust of the
participants. For the focus group discussions, a letter of consent was signed by the NGO
representative on behalf of each child participant and by each primary caregiver participant. Prior
to signing, the focus group participants were advised that they could withdraw from the study at
any time.

Permission to record the focus group discussions was sought both as a courtesy and to
make the nature of the study and the researchers’ intent clear to the participants. Ethical approval
was granted by the School of Social and Behavioural Sciences Ethics Review Board of Tilburg
University, The Netherlands.

Data Analysis

A hybrid process of inductive and deductive thematic analysis was used (Fereday &
Muir-Cochrane, 2006). The methodological approach integrated data-driven codes with theory-
driven ones. First, the interview questions were designed based on the theory of FQOL and the
capability approach, focusing on the social inclusion experiences of children with disabilities.
Second, themes were identified based on the manuscripts of the two focus group discussions.
Third, the identified themes were reframed using the three domains of being, belonging, and
becoming.

The analysis process began with translating the voice-recorded focus group discussions
into manuscripts, followed by repeated readings of the text data by the authors. The next step
was to identify specific text segments related to the objectives and to code them (Thomas, 2006).
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To create categories, the segments of text were labelled by bringing together similar and repeated
passages, taking care to minimise overlap and redundancy among the categories; we then created
a model that incorporated the most important categories (Attride-Stirling, 2001; Green et al.,
2007). From these, themes were identified (LaRossa, 2005). These categorised themes from the
general coding were then recategorised (Edmunds & Brown, 2012) using the three domains of
being, belonging, and becoming. This was followed by differentiating the excerpts using
different colours for the three themes (Burnard, Gill, Stewart, Treasure, & Chadwick, 2008;
Green et al., 2007). Next, the most expressive quotes were selected for presentation. Moreover,
the subthemes within each of being, belonging, and becoming were applied. Finally, the findings
were analysed and interpreted in relation to the conceptual framework.

Results

The findings from the analysis of the three themes of coded data that emerged were
categorised under the QOL indicators of being, belonging, and becoming (Raphael et al., 1996).
The analysis also follows the interpretations given to being, belonging, and becoming by
Raphael et al. (1996). The same authors explain that these three themes are intertwined, which
was also observed in this study while categorising the excerpts under the three themes. In
addition to the intertwined nature of the three themes, the focus group discussions resulted in
overlaps between the themes due to the fact that the focus group discussions focused on social
inclusion, and because of the complexity of the life experiences of the participant children with
disabilities. For example, in the following excerpt the three major themes (being, becoming, and
belonging) are all represented:

Since I cannot hear, I’'m not able to talk most of the time, so I don’t play that
much with those who do hear. But | play just by looking. | mostly talk with those
who have a hearing impairment. The others laugh at me when I talk so I don’t
want to talk to them. | want to spend the time in silence. | play with my father and
mother a little. Other than that, there is nothing else that I do. (Child 8)

The first statements (“Since | cannot hear, ... impairment.”) relate to both being and becoming,
while the subsequent statements (“The others laugh at me ... that I do.”) relate to belonging and
becoming. With the statement “Since I cannot hear”, the child appears to identify with being
deaf. By continuing with “T am not able to talk most of the time so I don’t play”, the child relates
his “being” (hearing impaired) to the inability to “become” (to take part in playing with children
without a disability).
Being

Both groups of participants in the focus group discussions (children with disabilities and
the primary caregivers of children with disabilities) described the theme of “being” in relation to

the impact of having a disability, coping with it, and being confronted with the irrational beliefs
around it. The participants agreed that the general physical condition or disability affects the
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social inclusion of children with disabilities. Some child participants indicated that their
disability barred them from being included in society:

| say that we are not much included in society. Because | have a hearing
impairment, there is nothing much | can talk about with others in society. This is
because when I talk using sign language they laugh at me. I cannot hear so | feel it
very much. (Child 7)

This statement explains the impact that hearing impairment has on the social inclusion of the
child. The participant reveals that he cannot communicate with people who cannot use sign
language and that sometimes when he tries to communicate, people laugh at him. He also says
that the impact of his disability affects his feelings.

Some impacts of disability can be due to irrational beliefs and fears about disability, as
explained by a primary caregiver, the mother of a child with blindness:

The doctor said that her pupil has been damaged and that this was hereditary....
“It is God who passes it to us from above. We can’t buy and bring disease, it is
hereditary”, ho-ho.... | also took her to another hospital, but they told me that
nothing could be done as her pupil is damaged. (Primary caregiver 4)

This irrational explanation of the cause of the child’s disability was given by an educated
physician, indicating the low level of awareness about disability in Ethiopia.

Another primary caregiver explained that physicians often equate disability with inability
to perform simple tasks:

Someone from here goes with them when they [children with disabilities] go to a
hospital. There is a girl who is their assistant. As they are teenagers and young,
there might be secrets they want to share with the doctor. But there are doctors
who ask the assistant to come in the room and undress these girls. When this
happens the girls feel bad and ask why it is necessary, as they can do it
themselves. After they come back here, they laugh about how undressing is
thought of as a difficult thing, but they feel it at the time. Being visually impaired
doesn’t stop you from being able to dress and undress yourself. The doctors are
happy to talk with them when their assistant is present, but not when they are
alone. These things hurt their morale in some way. (Primary caregiver 3)

This participant highlighted some of the misguided beliefs of physicians about children with
disabilities, such as children with blindness, who are often considered incapable of performing
simple tasks like undressing, and illustrates the lack of understanding of their feelings.

The children explained that their disability is generally considered to be the result of a
curse, which presents different challenges, as indicated in the following excerpt:
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I lost my sight when my mother took traditional medicine, when she gave birth to
me. They used to say this is a curse, it’s because you are cursed. She just keeps
quiet and doesn’t say anything. When the people around the area meet me, the
children think and do mean things. They insult me and knowingly lead me into a
ditch. (Child 2)

There are people who believe that the disabilities of children are contagious, as explained
in the following excerpt:

People around my neighbourhood also say, “Go away, we don’t want to play with
you”. When someone holds my hand they say, “Don’t hold her — it will be
transmitted to you”. So they don’t hold me. (Child 3)

Another child explained that her disability was always considered to be an inability and
that people tried to give her money, as most people in Ethiopia assume that children with
disabilities are beggars, even if they are able to do many things:

The other thing I don’t want to miss saying is that in areas outside the city, around
rural areas, they think that we can’t do anything, so wherever they see us they
give us money without asking us. They see us as beggars. Thank God we can do
work. So it would be good if they were educated — if education is given to the
whole community. (Child 1)

An excerpt from the mother of a disabled child in a focus group discussion illustrates the
widely held belief that children with disabilities cannot be educated: “There was someone who
told me that it was impossible for my daughter to learn; | was very sad at that time. But | thank
St. Gabriel, now I am very happy” (Primary caregiver 6).

Many primary caregivers shared similar stories regarding the judgements passed by
society in relation to children with disabilities. For example, one primary caregiver described the
difficulties experienced by children with disabilities when buying clothes:

When these children get money, they go to shopping centres. They tell me that the
shopkeepers tell them that the item isn’t suitable for them or they can’t afford it.
How can others know if they can’t afford it by looking at them? The children
relate this to their physical disability. (Primary caregiver 3)

This again illustrates the illogical beliefs held by society in relation to the capability of children
with disabilities.

The above excerpts reveal the social exclusion of children with disabilities and their
families that is due to misconceptions about disability. These misconceptions and related
practices also affect the psychological well-being of children with disabilities. The following
excerpt indicates the uneasiness felt by children with disabilities when others stare at them:
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In addition, around the Amhara region when a blind or physically disabled person
comes, they circle that person and stare. And that person will wonder why. They
make them think, “What is wrong with me? Do | have dirt on me?” (Child 3)

The misconceptions of society about disability also affect the psychological well-being of
the family members of children with disabilities. For example, in the focus group discussion with
primary caregivers, a mother who was partially blind, and had a daughter with blindness,
described the emotions she felt when they were insulted because of their disability:

They insult her saying that she is blind and her mother is also blind. Why doesn’t
the government find a solution for this, as we are the ones holding the problem?
We are carrying our disability in our homes on our own, but why? Why do we get
shunned in the place where we are born, the government should do something
about this. Every person should have rights. Our rights should not be taken away
from us [crying]. (Primary caregiver 4)

Belonging

Belonging describes the aspects of the physical, social, and community environment that
influence inclusion. With regard to physical belonging, most of the participants repeatedly
mentioned belonging at school. One of the children in the focus group discussion pointed out that
children with disabilities can do what others do in school as long as they are equally included
and have equal access:

| want us, the children with disabilities, to have equal rights. Because we don’t
have to convince ourselves that we can. But even if we can, we need people to
support us. The support we want is regarding Braille books and to help us copy by
reading to us. We want to be equal. We want them to see us as equal. We don’t
want them to be repulsed by us. We can do anything. There is nothing missing
from us. We have to try to do things first by ourselves. We have to believe that we
can do it first. (Child 2)

From this excerpt we can infer that children with disabilities in Addis Ababa are not included
equally at school. They do not have equal access to educational resources such as Braille books,
which they regard as necessary if they are to belong physically at school equally with other
children:

| am going to say something like she said. For the visually impaired we are
usually challenged by books. I want books to be given to us equally. The other
thing is roads, so that the roads are convenient. (Child 5)

The other issue mentioned in the focus group discussion with children with disabilities in
relation to physical belonging was difficulties in communication:
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Mostly those who work at the Dil Betigil library have hearing impairment. And it
is difficult for the visually impaired to communicate with them. Sometimes when
| go to ask for a book it is very difficult for me. The librarians use sign language
and we cannot see and communication is very difficult, Thus, I should go and get
it, what | want to communicate with the librarian with hearing impairment,
written down. (Child 2)

From this we can see the lack of inclusion of children with disabilities in school. It seems that
schools in Addis Ababa do not recognise the presence and needs of blind students.

The accessibility of toilets in schools was another issue raised by participants in relation
to physical belonging, as expressed by Child 9: “The toilet is not convenient. Since the kids also
make it dirty, it is not convenient.” The same child also mentioned that she avoids drinking when
she has to go to school, as it is impossible for her to use the toilet in her school.

On the other hand, the primary caregivers who participated in the focus groups talked
about housing issues in relation to their physical belonging in the community. One primary
caregiver shared the difficulty of renting a house if one has a child with a disability:

It is difficult if you have a physically disabled child. I was looking to rent a house
after getting out of my previous home. | made a down payment to the owner who
was going to rent me the house, but she gave me back my money the next day just
because | told her that | have a child with disability. She told me that her
grandchildren come to the house for vacation and they might go through
something if they see my daughter. So she gave me back my money. It is very
painful to have a child with disability. There was a day when they insulted me,
saying why don’t I keep silent and just raise my child with a disability. (Primary
caregiver 7)

This illustrates that the whole family can be socially excluded due to the presence of a child with
a disability.

The social belonging of children with disabilities was expressed by participants in
different ways. It included links with the social environment and a sense of acceptance by
intimate others, family members, friends, the neighbourhood, and the community. Some children
with disabilities expressed a secure sense of belonging to their families and neighbourhood:

There is no problem in the family. Kids from our neighbourhood also come so
that I won’t fall down. They come close to me so that [ won’t have to go far. And

| play with them. (Child 1)

However, others described their belonging to other family members as limited:
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Regarding family, I say it’s OK. It’s in the middle. Sometimes I encounter things;
for example, there is nothing on TV for the hearing impaired. My family watches
TV and they laugh when there is something funny. But I don’t have anything that
I laugh at. So I feel left out. I usually don’t spend much time in the house. I go
home when it is very late. | stand at the door until it is 7:30 p.m. This is because
there is nothing I can play with at home. (Child 7)

Another child explained that the belonging he had with his family members was
traditional in the sense that they lacked knowledge about disability:

They don’t know that much. They talk to me traditionally. For example, they may
even call out at me like, “You, deaf kid!”” These things make me very angry. Since
it is traditional and they don’t have that much knowledge, they don’t know sign
language that much too. They only know common words like eat or drink. (Child
8)

Another child in the focus group discussion explained that she did not feel any belonging
in her family except with her mother:

In the family I am not included. They don’t include me in anything. Since we live
in a rural area, my father doesn’t include me at all. Now, he has divorced my
mother; he took all the children who are visually abled and gave me to my
mother. He said, “Take your share, and | have taken my share.” She agreed and
took me. She went through a lot of trouble and got me into a school around
Oromia area. | learned there and came here. He doesn’t allow my brothers and
sisters to come and greet me. He tells them not to go to my house. He is not happy
that I was born. He doesn’t think | can do anything. He is amazed even how |
move around from place to place. (Child 3)

Most of the children with disabilities who participated in the focus group discussion
explained that they felt a greater sense of belonging with their mothers:

Most of the time | talk with my mother. She is the one | am close to. My mother
tells me to buy bread. We speak in traditional language. But I don’t talk with
other people who are outside. For example, if | go to the market and ask for bread,
| may say something else. When he brings it and I say this is not what | want, the
shopkeeper gets angry. So it is difficult for me to communicate. (Child 7)

All of the primary caregivers said that they had a great sense of belonging with their
children with disabilities. For example:

My children are comfortable around me and I am also comfortable around my
children. I also have other children who can hear. They also love me and | also
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love them. We live together by understanding one another. They live by having
good relations with the neighbours. They also have good relations within the
family. (Primary caregiver 2)

Primary caregiver 8 explained that her high level of belonging with her daughter isolated
her from other family members, who urged her to give her child to an organisation or abandon
her:

Her change is good. | was not ashamed of her even when she was very small. |
used to carry her on my back from Merkato to Kera and take her to school. I am
not ashamed of her. Family members used to tell me to give her away to
organisations or to leave her. But I told them I wouldn’t leave her and I would
raise her even if [ had to beg. We don’t meet with our family because of her. They
don’t want to be close to me. (Primary caregiver 8)

The other part of social belonging expressed by the participants related to community
belonging, which represents access to resources usually available to community members, such
as social services. Regarding community belonging, the participants in the focus group
discussions raised issues related to health services, roads, and transportation.

Participants in the focus group discussions described problems that people with blindness
had with the design, construction, and maintenance of footpaths, crossings, paved areas, and
streets, and how these affected their mobility:

What | want to say is concerning roads. The area that I live in, Shiromeda, has
narrow streets.... When we take the corner of the street, there are people there
who lay out clothes to sell. As we touch their clothes they push us towards the
cars saying go over there. If we go towards the cars they will hurt us, so it would
be good if the road is adjusted and wider sidewalks and roadways made. (Child 3)

While discussing social inclusion in relation to roads, a mother of a child who used a
wheelchair explained the need to accompany her child to school and back, even though the child
believed that she could make the journey alone:

| am very happy since my daughter started school, but | am the one who takes her
there. She worries and tells me that she can go on her own as the road is OK. But
it is not safe. | tell her not to worry, as it is not difficult for me, even if they say
[the disability] is hereditary. (Primary caregiver 8)

Transportation was the other aspect of community belonging discussed in the focus
groups. Without accessible transportation, children with disabilities are more likely to be
excluded from services and social contact:
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Those who have a hearing impairment have transportation problems. We see
Mekanisa [street name] posted on the taxi and we get in, but the taxi is going in
another direction. The postings should be correct, as they are posted to help us.
We hear using our eyes. We talk using sign language. So what we hear with our
eyes is what we see. (Child 8)

The participants also believed that they were socially excluded in relation to access to
health care centres. For example, a child with deafness explained that those who were deaf could
not communicate with doctors in the health care centres, as no one there knew sign language:

The second is on health centres. It would be good if they [health facility staff] are
educated. If someone who has a disability is sick, how are they going to
communicate? If he [the person with deafness] comes and asks, they may give
him another medicine. He may go because they [health facility staff] could not
understand each other. It would be good if more people knew sign language or a
translator was available. (Child 7)

One of the primary caregivers explained the need for community belonging in relation to
disability-related support as follows:

There are not enough wheelchairs or crutches. If there is a way that organisations
for people with disabilities could produce these materials it would be good. A
visually impaired child cannot go to school without a slate, a stylus, and a cane. A
physically disabled child can’t go to school without a wheelchair. They have
already described sign language in a good way. It is good if these kinds of things
are widespread. But the main thing that motivates parents and children — | am
saying this because I think it will help your study — there is no social security in
our country. There is something that started called Safety Net [a small amount of
cash transfer for some families of children with disabilities], but I don’t know to
what extent it is in place. (Primary caregiver 4)

Another primary caregiver suggested the need for government intervention:

The government is the main one. It should arrange these things. There is a lot of
talk about disability, but not much practical work can be seen. We see there is
good growth in our country for healthy people. The buildings and roads which are
being built are very good, but even these don’t take into consideration people with
disabilities. We can see it starting from the hospitals, roads, and buildings. Just
like my sister stated earlier, how is it possible to live on the fourth floor with a
child with a physical disability? The government should take action on these
issues instead of talking about it. We are all talking about it. (Primary caregiver 6)
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Becoming

The becoming section of the analysis covers growth becoming, practical becoming, and
leisure becoming. It describes the actual activities that can be carried out in school, at home, and
in the neighbourhood. The majority of children with disabilities who participated in the focus
group discussion described accomplishment in education as their major growth becoming. They
said that this achievement would contribute to changing society’s beliefs about children with
disabilities:

What is expected from us as children with disabilities is to be strong and get
educated so that we can achieve our goals. Whenever we grow, the community
will start changing. In some places they only see adults with disabilities, they
don’t think about those who are children. (Child 8)

Even though being educated is the primary “becoming” valued by children with
disabilities, participants in the focus group discussions mentioned different obstacles that they
faced in school. The first was the inaccessibility of schools, including the unavailability of slates
and styluses for students with blindness, the inaccessibility of school buildings for students who
used wheelchairs, and the limited number of teachers who could use sign language. These
obstacles made it more difficult for children with disabilities to achieve their full growth
potential in relation to “becoming” in education:

We are learning in school through a translator. But the translators are few. There
should be more translators. In our school we have four translators, but we don’t
know how many periods they will teach. We have seven periods per day. It is
better in our school than in other places, where they have only two translators.
Firstly, they [the translators] are overworked and secondly we don’t get
information correctly. If translators are hired, it should be in bulk. Or all the
teachers in school should know how to teach in sign language. (Child 7)

In the focus group discussion with primary caregivers, the mother of a child with a
disability stressed the need for government intervention to provide educational opportunities for
all children:

| would be happy if the government intervenes and everybody gets an education.
My child is very happy to learn with others. I can’t speak [sign] language, but I
can understand and communicate with him because | am his mother. But his sister
has learnt [sign language] and he communicates well with her. He communicates
with those who know how to speak sign language, but not with other children in
the neighbourhood. | would be happy if everyone could learn this form of
communication. Then my son would be able to communicate freely everywhere
he goes. (Primary caregiver 1)
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Practical becoming was the other important issue raised by the participants in the focus
group discussion. The two main aspects of practical becoming expressed by the participants were
handling domestic activities such as household chores and participating in school clubs. Child 4
explained that she handled some household chores, as her mother understood what disability
means:

Since my mother is a little bit educated, | tell her to give me some chores. She
says, “I know you can do it, but you’ll be tired.” | tell her that I will do what | can
and when I get tired I will leave it. I do some chores and she lets me; she doesn’t
say anything. She wouldn’t even say anything if I went to the lake to bring water.
But other people are amazed. They say, “How can she tell her to do this, how can
she move?” ... This amazes them. (Child 4)

Child 2 also described handling some household chores: “I also do chores there. But they tell me
not to. They say, ‘You’ll hurt your hand.” ”

While the children who participated in the focus group discussion said that they knew
about the presence of clubs in schools, they said that they did not participate:

There are clubs. But as I have a communication problem, I don’t participate. They
have asked me a lot of times. But as I don’t ask them the details, like what time it
is, I don’t participate. (Child 8)

Child 3, who was blind, said that she did not participate in school clubs: “There is a club, but
I’ve only heard of those who can see participating. I’ve never seen those who have a visual
impairment participate.”

The other aspect of “becoming” discussed as part of social inclusion was leisure
becoming, which includes leisure-time activities that promote relaxation and reduce stress. These
include short duration activities such as neighbourhood walks or family visits, and longer
duration activities such as vacations or holidays.

Some of the children with disabilities revealed that they played at home, in the
neighbourhood, and at school: “They let me play both at home and at school. I play with
everybody in my neighbourhood. | also play at school.” Some others said that they tried to play
even if it did not last for long: “I play with them. They first gather around, then they leave me
and go.”

Primary caregivers pointed out the need for playgrounds for children with disabilities.
One mother explained that she wanted to take her child to a playground, but was limited because
the playgrounds available in Addis Ababa were not suitable:

If I want to take my child to play, she can’t play anywhere. It is not only my child,
but all children with disabilities. Is there a playground which is suitable for the
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visually impaired? Is there a playground for children with a hearing impairment?
Is there a playground for children who have disabilities on their arms and legs?
But there are many playgrounds for the children without disabilities. Why doesn’t
the government intervene here? Aren’t the physically disabled also citizens?
Aren’t the physically disabled also born as children? There is nothing for children
with disabilities. (Primary caregiver 7)

Primary caregivers also explained the need for games and care centres for children with
disabilities:

Let us talk about games and child care centres for our physically disabled
children. Would they take them? There is no one. They wouldn’t consider it, | am
telling you the truth. They are for the healthy ones, but they wouldn’t think
anything for the physically disabled. So if these things are included, if my child
had a place where she could play and if there was some place | could take her, I
would be happy. (Primary caregiver 8)

Discussion

This study aimed to explore the social inclusion of children with disabilities through the
combined lens of FQOL and the capability approach. Data were gathered about social inclusion
of children with various disabilities using two focus group discussions.

The results indicate that children with disabilities are often socially and societally
excluded, although most reported that they have a high level of social inclusion within their
families. In addition, the results indicate that the family members of children with disabilities
also face social exclusion.

This study highlights the need of children with disabilities to be socially included, not
only as a capability in itself, but also in order to achieve different capabilities or “functionings”,
including leisure activities, communication, social activities, education, and mobility (Trani,
Bakhshi, Bellanca, Biggeri, & Marchetta, 2011). However, not all of these capabilities are
available to children with disabilities. For example, the results of the focus group discussions
highlight the reality of rejection for children with disabilities, who spoke of their experiences
with bullying, exclusion, and sometimes violence (e.g., playmates leading a child who is blind to
a ditch).

Children with disabilities are also excluded as being “different” from other community
members, as they do not perform certain functions (Chenoweth & Stehlik, 2004). Children with
disabilities reported that they did not participate in school clubs and organisations, seldom got
together with peers outside the classroom, and were less involved in all school activities. This is
because the school environment hinders the participation of children with disabilities and the
resources needed to support their participation are inadequate (Coster et al., 2013). However,
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society assumes that it is their incapacity that keeps them from participating in school activities.
Those who have had the opportunity to participate in education take pride in it and have formed
their own subgroups with siblings or with other people with impairments, which act as support
groups for them.

These results suggest that the opportunities for, or capabilities and functionings of,
children with disabilities in low-income countries such as Ethiopia are limited. This, in turn,
affects the QOL of families of children with disabilities; hence the need for supporting the whole
family, which helps to create favourable conditions for the social inclusion of the children
(Heiman, 2002; Xu 2007).

The participants in both focus group discussions voiced the need for empowerment. The
results of the study indicate the strengths of children with disabilities; despite all of the problems,
they still believe that they can do everything, especially if they can get support. From the results,
it is clear that supporting primary caregivers is important to empower children with disabilities
and their family members. Primary caregivers of children with disabilities in developing
countries such as Ethiopia experience a double challenge: meeting the financial and emotional
needs of the entire family while coping with the demands of caring for a child with special needs,
with fewer opportunities for support from relatives, the community, and the government than
they might have if they were in a developed country (Divan, Vajaratkar, Desai, Strik-Lievers, &
Patel, 2012). The results of the present study indicate that children with disabilities have a high
level of motivation to participate socially, such as by learning, participating in social activities,
and playing. There are minimal barriers for social inclusion on the part of the children
themselves. These strengths of children with disabilities can be used in structuring supporting
family-centred services.

The focus group discussions also brought forward that fathers are often not willing to
financially support their children, which lowers the financial means and hence the QOL of the
family.

Lack of support services can make children with disabilities overly dependent on family
members (Wang & Brown, 2009) and can prevent both children with disabilities and their family
members from being economically active and socially included.

Limitations and Strengths of the Study

Even though the study covered many areas of social inclusion of children with disabilities
and their primary caregivers, it would have been more comprehensive if the focus group
discussions were not limited to participants under the umbrella of one NGO. The strength of this
study is that it fills a gap in information about social inclusion and FQOL issues of children in
low- and middle-income countries, particularly since the study incorporates the views both of
children and of their primary caregivers.
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Conclusion

QOL for families and their children with disabilities, with regard to achieving capabilities
and valuable functionings, has emerged as a useful indicator of the success of implementation of
policies regarding disabilities. Primary caregivers of children with disabilities sometimes need
support so that they can raise their children at home and fully participate in community life.
Consequently, considering the involvement of primary caregivers of children with disabilities
and determining what factors influence the well-being of such children is indispensable for the
improvement of interventions, facilities, services, and support; this is an area of analysis that
requires further study.

Children with disabilities in Addis Ababa believe in themselves and their ability to
achieve when they have access to the necessary means (e.g., resources such as Braille text books
and services such as those of an interpreter). Thus, the opportunity and freedom to achieve
important goals (capabilities), such as being educated, are important factors to address in
improving the social inclusion of children with disabilities.

Based on the results of this study, the following practical recommendations are made:

e Support children with disabilities and their family members by adopting a family-centred
approach to service provision and by using FQOL in terms of achieving capabilities as an
indicator of the level of social inclusion of such children.

o Raise the awareness of children with disabilities so that they know themselves — their
strengths, weaknesses, needs, and preferences — and have the capability to decide what is
important to them.
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