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ABSTRACT

The situations of individuals with disabilities have relatively received attentions globally and
locally. The challenges faced by their parents are, however, often overlooked. This is
particularly so in Ethiopia. Parents are the most immediate ‘“significant-others” to a child
with disability. This means parents are the most affected by the disability next to, of course,
the child with disability. For parents, the birth of a child is a sign of faith and hope, a source
of pride, etc. A child is everything to his/her parents. Any parent would normally have plans
and expectations for their children. However, having a child with disability may often
extinguish those aspirations. It often means losing the child parents wished to have. When a
child with disability is born, parents go through the process of acknowledging this reality and
embracing the child they were given. This processes however is not a ‘one-off” event with a
beginning and an end; but rather continues throughout one’s lifetime. As is the case with
other types of disabilities, a child with intellectual disability is also often a source of
disappointment rather than being considered equally human. This is particularly the case in
traditional societies, like ours, where disabilities are usually associated with: superstitions,
God'’s punishment and/or, an unfortunate happening caused as a result of a parent’s genetic
lineage, etc. A number of previous and related studies showed, among other things, that, in
Ethiopia, having a child with disability is regarded as a source of shame, which usually
leaves parents with significant psychological distresses. This calls for much research in
Ethiopia to better understand how childhood disability—Intellectual Disability (ID), in
particular—impact parents and families. The purpose of this study is therefore to investigate
the psychological challenges of parents of children with intellectual disabilities, enrolled at
Center for Mentally Challenged Children (CMCC), in Addis Ababa. The study in particular
tries to learn (a) the major views and reactions of parents at the time of their children’s
diagnosis; (b) the psychological challenges of the parents (c) other challenges and
opportunities of having a child with IDs among parents; and (d) the coping mechanisms the
parents in question employ to deal with these challenges. The study adopted a qualitative
research design, as it provides an in-depth understanding and a rich description of the
participants’ psychological problems. Six parents, 4 mothers and 2 fathers, were considered
for the study, on the basis of theoretical saturation. Semi-structured interviews and FGDs
were employed for data collection. The results were thematically categorized as: (i) views
and reactions—which include initial reactions such as shock, denial, guilt, anxiety, sadness;
(ii) psychological problems, i.e., concerns about child’s future, stress from managing the
child, relationship strains, disappointment and sacrifices, inter-personal conflicts, being
worried, sense of loneliness; (c) copying strategies, i.e., religion, social support, educating
oneself about the disability, acceptance, appreciation; and other challenges (e.g., social
negative views) and opportunities, i.e., understanding others, being non-judgmental, helping
others, etc. These results have massive implications for structural (policy) and practical
(services) interventions.

vii
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CHAPTER ONE: INTRODUCTION

1.1. Background of the study

Parents are the foundation for a child’s development, socialization, and formation of his/her
values and beliefs (Yorke et al., 2018). Studies emphasize that parents play central role in
their child’s socialization by encouraging and promoting self-regulation, self-determination,
and social competence. Parenting is a complex process involving the responsive provision of
varied amounts of care, affection, stimulation, support, and control according to the needs of
the child. Parenting or child rearing is the process of promoting and supporting the physical,
emotional, social and intellectual development of a child from infancy to adulthood.

Expectant parents experience a range of exciting and daunting emotions when they are
anticipating their baby’s birth. Often there is much that is needed in terms of support and
plans are made to accommodate the arrival of their baby. Yet few parents are aware of the
possibility that their baby may have additional needs (Ali et al., 2001). Parents may have
considered issues around having a child born with disability in the context of antenatal testing
during pregnancy. For most families, however, the birth of a child who has impairment is an
alien and unfamiliar experience, which may have a profoundly negative impact on what is

otherwise, a joyous occasion (Ricci et al., 2017).

The birth of a child is a sign of faith and hope, prompting expectations of continuity and
perpetuation. The mere existence of the newborn, the baby’s traits and appearance, are
usually a source of pride. All parents have plans and expectations for their children, often
imagining future scenarios and the child’s advances (Kandel and Merrick, 2003). However,
having a child with a disability often requires parents to acknowledge the loss of the child
they wished to have, and to accept and embrace the child they were given (Goodman et al.,
2011). This process is not a finite event with a beginning and an end, but rather continues
throughout one’s lifetime. It is often revisited at different stages in the child’s development
and in the family’s life cycle (Keyser et al., 2017). Often parents have different coping styles
and do not experience this process in the same way. One partner may need more time to
process his/her situation more, more outlets for verbal communication and support, and to be
more open and direct about his/ her feelings. Another partner may be more private about his
feelings, may not come to an acceptance at the same rate as his/ her spouse, or even at all
(Takataya et al., 2016). Some spouses have a more positive outlook while others have a hard

time moving forward from their pain (Bagner et al., 2013).
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Research in the general population has established association between child
psychopathology and elements of parental psychological distress, including parenting stress
(Crnic et al., 2005) and mental health problems (Goodman et al. 2011). Population-based
research has shown stress (Keyser et al. 2017) and mental health problems (Ford et al. 2004)
to retain a significant association with child psychopathology after adjusting for other family,
child and contextual factors. Longitudinal research has shown support for reciprocal
predictive relationships between child emotional and behavioral problems and parent
psychological wellbeing, for example depression (Bagner et al. 2013) and in certain

conditions, parental stress (Stone Stone et al., 2016).

Care for a child with a disability is a stressful experience for parents. It triggers a range of
emotions and feelings that require a set of behaviors and attitudes to manage daily life. To
face this situation, parents use coping strategies (Phillips et al., 2017). The range of coping
strategies used includes emotion-focused coping (escape avoidance, fatalism, and passivity;
and expressive action), as well as problem-focused coping mechanisms (problem-solving).
Folkman (2013) maintains that both emotion-focused and problem-focused coping are helpful
in reevaluation of the stressor. However, emotion-focused coping is believed to be associated
with an unsatisfactory outcome and problem-focused coping is associated with a more
satisfactory outcome (Sheikh et al., 2018). Problem-focused coping is known to improve

mental health outcome in parents of a child with disability (Pourmohamadreza-Tajrishi et al.,
2015).

Although psychological problems, such as anxiety and depression, have been studied
previously, other areas of psychopathology have not been adequately explored. Further, the
role of specific coping mechanisms and its relation to psychopathology has not yet been
explored (Ricci et al., 2017).

1.1.1. Specific Objectives
For this study the specific objective were:

e To examine the major reactions of parents during the time of their children’s

diagnosis.

e To investigate the psychological challenges of parents of children with intellectual
disabilities
e To find out the social challenges and opportunities of having a child with intellectual

disability among parents
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To find out the coping mechanisms parents who have children with intellectual

disabilities use to deal with their problems

1.2. Significance of the Study

Studying the psychological challenges that parents of children with disabilities face and the

coping mechanisms they use to deal with those challenges is important to create awareness

and provide relevant and updated information on the issue to parents, professionals, centers

that work on children with disabilities and the community at large. Listed below were the

most significant imperatives that the present study offered:

The current study obtained extensive and detailed information that is directly relevant
to the participating parents and hopefully to other parents of children with disability
by providing important insights into the emotions and thoughts inherent in these
parents’ experiences, which informed current understanding of what it could mean for

parents to live with a disabled child.

It also provided insight on what mechanisms were proved to be effective to reduce the
challenges and create a harmonious, coherent family lifestyle which is supportive for

their children with disabilities.

It gave additional insight to centers established to support children with disabilities so
that the centers can employ various means and options to encourage parents and
professionals to come together to work on the gaps and insufficiencies that the centers

have.

Moreover, the current study pinpointed training needs for concerned professional in
traditional as well as modern organizations working with parents of children with
disabilities to provide parents with useful parenting tools and advice as well as to
support them in handling these problems.

Above all, the result of this study was significant to make a positive change in attitude
of families, neighbours, teachers, health care professionals and communities at large
towards disability and parents of children with disabilities and contribute their efforts

for the better life of the targeted population.

The study also forwarded findings that meet urgent need for information to support
both policy and programming, and to enable NGOs, donors and programme planners

to allocate resources most effectively address the psychological problems of parents
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and children with disabilities nationally and regionally.
e This study also served as a benchmark for interested researchers for further studies.
1.3. Statement of the Pproblem

The situations of individuals with disabilities have relatively received attentions globally and
locally. The challenges faced by their parents are, however, often overlooked. This is
particularly so in Ethiopia. Parents are the most immediate “significant-others” to a child with
disability. This means parents are the most affected by the disability next to, of course, the
child with disability. For parents, the birth of a child is a sign of faith and hope, a source of
pride, etc. A child is everything to his/her parents. Any parent would normally have plans and
expectations for their children. However, having a child with disability may often extinguish
those aspirations. It often means losing the child parents wished to have. When a child with
disability is born, parents go through the process of acknowledging this reality and embracing
the child they were given. This processes however is not a ‘one-off” event with a beginning
and an end; but rather continues throughout one’s lifetime. As is the case with other types of
disabilities, a child with intellectual disability is also often a source of disappointment rather
than being considered equally human. This is particularly the case in traditional societies, like
ours, where disabilities are usually associated with: superstitions, God’s punishment and/or,
an unfortunate happening caused as a result of a parent’s genetic lineage, etc. A number of
previous and related studies showed, among other things, that, in Ethiopia, having a child
with disability is regarded as a source of shame, which usually leaves parents with significant
psychological distresses. This calls for much research in Ethiopia to better understand how
childhood disability—Intellectual Disability (ID), in particular—impact parents and families.

1.4. Research Questions
The following were basic research questions addressed in this study.
e What are the major reactions of parents during the time of their children’s diagnosis?

e What are the psychological challenges of parents of children with intellectual
disabilities?
e What are the social challenges and opportunities of having a child with intellectual

disability among parents?

e What coping mechanisms do parents who have children with intellectual disabilities
use to deal with their psychological and social problems?
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1.5. Objectives of the Study
1.5.1. General Objective

The general objective of this study was to investigate the psychological challenges of parents
who have children with intellectual disabilities in Addis Ababa.

1.6. Delimitation

The study was limited on parents of children with intellectual disability as the main source of
information. In addition the study was conducted at Center for Mentally Challenged Children
center that provides assessment, diagnosis, treatments and psychological therapies for many
psychological and developmental disorders including intellectual disabilities for the past
thirty years. This is due to that the researcher only found this organization that was willing to
provide the necessary support for the student researcher and that has professionals that
diagnoses and levels the children whether they have intellectual disabilities or other

developmental disorders by the criteria of American psychiatric association DSM-5.

1.7. Scope of the Study

The study was delimited to an organization called Center for Mentally Challenged Children
(CMCC). The study was conducted to assess psychological problems among parents who
have children with disabilities, and it included parents with diagnosed children above three

years old to ensure that adequate time had elapsed since the diagnosis.
1.8. Limitations of the Study

There are a number of limitations in this study including difficulty to find more voluntary
parent’s meeting the criteria of having a well-documented diagnosis of their children on each

respective disability.

Second, all of the parents in this study lived in Addis Ababa which is the capital city and
therefore closer to the few services that are available in the country. It is possible that Parents
living in other cities and more rural areas where access to services such as schools for
children with desirability or special need are almost none may have a very different

experience when compared to the parents in this study.

The types of intellectual disabilities considered for the study is rather few, which is another
limitation of the study. Different types of disabilities can cause different levels of challenges
in parents since the manifestation of the problem is different for each disability Therefore, it

would be beneficial to expand the study to a larger population by addressing the unique

5
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characteristics of each child with disability through different challenges and burdens they

caused on their parents.

1.9. Definition of Key Terms

A Child with disability: refers in this study to a child with a group of rather
heterogeneous and diverse impairments/conditions and can be of genetic,
environmental or trauma-related origin. These may include intellectual disabilities,
Autism Spectrum Disorder, Down syndrome, Deaf/Hearing Impairment, Blind/Vision
Impairment, Cerebral Palsy, and Epilepsy. The impairments must affect at least three
major areas of life activities, such as communication, living independently, self-care,
mobility or learning (United States of America Developmental Disabilities Act of
1984). As the focus of this study is on intellectual disabilities, the phrase “a child with

disability” is generally used in this thesis to mean “a child with intellectual disability”.

Coping mechanisms: Coping mechanisms — refers to the use of mechanisms of
adjusting to environmental stresses and challenges without altering personal goals

weather it is consciously or unconsciously.

Intellectual disabilities: neurodevelopmental disabilities that begin in childhood and

are characterized by difficulties in conceptual, social, and practical areas of living.

Social challenges - refer to difficulties that people encounter while interacting with

people in society or engaging in normal social behaviors.

Parent: in the present study refers to primary care givers of a child or children with

disability. Parents can be biological, adoptive, or stepparents.

Psychological challenges: are difficulties people encounter that cause them unpleasant
emotional states such as stress from managing a child, disappointment and sacrifice,
interpersonal conflict, concern about child’s future and Sense of Loneliness that can

impact their activities of day-to-day living.
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CHAPTER TWO: REVIEW OF RELATED LITERATURE

2.1. Introduction

This chapter presents a review of the related literature to the study. The review presents and
evaluates previous studies conducted on psychological problems of having a child with
disability. To this end, the chapter covers topics related to disability, parental reactions to the
birth of a child with disability, challenges and opportunities of having a child with disability.
Furthermore, psychological problems of parents of children with disabilities along with

gender differences and their coping strategies are discussed.
2.2. Defining Disabilities

The definition of disability is highly contentious for several reasons. First, it is only in the
past century that the term “disability” has been used to refer to a distinct class of people.
Historically, “disability” has been used either as a synonym for “inability” or as a reference to
legally imposed limitations on rights and powers (Kahane and Savulescu, 2009). Indeed, as
late as 2006, the Oxford English Dictionary recognized only these two senses of the term
(Boorse, 2010). As a result, it is hard to settle questions about the meaning of “disability” by
appeal to intuitions, since intuitions may be confused by the interplay between older,
ordinary-language definitions and newer, specialized ones. Second, many different
characteristics are considered disabilities. Paraplegia, deafness, blindness, diabetes, autism,
epilepsy, depression, and HIV have all been classified as “disabilities.” The term covers such
diverse conditions as the congenital absence or adventitious loss of a limb or a sensory
function; progressive neurological conditions like multiple sclerosis; chronic diseases like
arteriosclerosis; the inability or limited ability to perform such cognitive functions as
remembering faces or calculating sums; and psychiatric disorders like schizophrenia and
bipolar disorder (Guillermo at al., 2006). There seems to be little about the functional or
experiential states of people with these various conditions to justify a common concept;
indeed, there is at least as much variation among “disabled” people with respect to their
experiences and bodily states as there is among people who lack disabilities (Gerstein, et al.,
2009) . Indeed, some have questioned, in part because of this variation, whether the concept
of disability can do much philosophical work (Beaudry, 2016). At the same time, defining
“disability” solely in terms of social responses like stigmatization and exclusion does not
distinguish disability from race or sex (Bickenbach, 1993). The challenge of distinguishing

“disability” from other concepts, without taking a simplistic or reductive view of it, has been
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taken up by various specialized definitions. Two common features stand out in most official
definitions of disability, such as those in the World Health Organization (2001; 1980), the
U.N., Standard Rules on the Equalization of Opportunities for People with Disabilities, the
Disability Discrimination Act (U.K.), and the Americans with Disabilities Act (U.S.) : (i) a
physical or mental characteristic labeled or perceived as an impairment or dysfunction (in the
remainder of this entry, we will refer to such characteristics as “impairments,” without
assuming the objectivity or validity of that label) and (ii) some personal or social limitation
associated with that impairment. The classification of a physical or mental variation as an
impairment may be statistical, based on the average in some reference groups; biological,
based on a theory of human functioning; or normative, based on a view of human flourishing
(U.S. Census Bureau, 2017). However, classified, impairments are generally seen as traits of
the individual that he or she cannot readily alter. Just what makes a condition a trait or
attribute of an individual is obscure and debatable, but there seems to be agreement on clear
cases (Kahane and Savulescu, 2009). The International Classification of Functioning
Disability and Health (ICF) (2001), defines “disability” as the outcome of the interaction
between a person with impairment and the environmental and attitudinal barriers s/he may

face. In what follows, discussions of intellectual disabilities are provided.
2.3. Intellectual Disabilities
2.3.1. Definitions

In the past, intellectual disability (also previously referred to as “mental retardation™) has
been defined by significant cognitive deficits, as has been measured through standardized
tests of intelligence. It has also been defined in terms of significant deficits in functional and
adaptive skills, which are related to the ability to carry out age-appropriate daily life
activities. Today, there are a number of systems used for classifying intellectual disability,
two of which used in the western world are: the American Association on Intellectual and
Developmental Disabilities (AAIDD) and the Diagnostic and Statistical Manual of Mental
Disorders, 5th Edition (DSM-5), which is published by the American Psychiatric

Association.

DSM-5 defines intellectual disabilities as neurodevelopmental disorders that begin in
childhood and are characterized by difficulties in conceptual, social, and practical areas of
living. The DSM-5 diagnosis of intellectual disability requires the satisfaction of three

criteria;
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1. Deficits in intellectual functioning— “reasoning, problem solving, planning, abstract
thinking, judgment, academic learning, and learning from experience”—confirmed by
clinical evaluation and individualized standard 1Q testing (APA, 2013, p. 33);

2. Deficits in adaptive functioning that significantly hamper conforming to
developmental and sociocultural standards for the individual's independence and
ability to meet their social responsibility; and

3. The onset of these deficits during childhood.

The DSM-IV, which provides a more comprehensive view of the individual than it was the
case in previous editions, defines intellectual disability in terms of impairments of general
mental abilities that affect how a person functions in conceptual, social, and daily life areas.
In the DSM-5, specific 1Q scores are no longer used as a diagnostic criterion, and more
emphasis is placed on adaptive functioning and the performance of usual life skills

(Papazoglou et al., 2014)

2.3.2. Classifications of Severity

99 ¢

In the literature, the terms “mild,” “moderate,” “severe,” and “profound” have been used
most commonly to describe the severity of intellectual disability. This approach has been
helpful in that aspects of mild to moderate intellectual disability differ from severe to
profound intellectual disability. As noted above, the DSM-5 retains this grouping with more

focus on daily skills than on specific 1Q range.

2.3.2.1. Mild to Moderate Intellectual Disability

The majority of people with intellectual disabilities are classified as having mild intellectual
disabilities. Individuals with mild intellectual disabilities are slower in all areas of conceptual
development and social and daily living skills (APA, 2013). These individuals can learn
practical life skills, which allow them to function in ordinary life with minimal levels of
support. Individuals with moderate intellectual disabilities can take care of themselves, travel
to familiar places in their community, and learn basic skills related to safety and health. Their

self-care requires moderate support (ibid).

2.3.2.2. Severe Intellectual Disability

Severe intellectual disabilities manifests as major delays in development, and individuals
often have the ability to understand speech but otherwise have limited communication skills

(Sattler, 2002). Despite being able to learn simple daily routines and to engage in simple self-
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care, individuals with severe intellectual disabilities need supervision in social settings and

often need family care to live in a supervised setting such as a group home.

2.3.2.3. Profound Intellectual Disability

Persons with profound intellectual disability often have congenital syndromes (Sattler, 2002).
These individuals cannot live independently, and they require close supervision and help with
self-care activities. They have very limited ability to communicate and often have physical
limitations. Individuals with mild to moderate disability are less likely to have associated

medical conditions than those with severe or profound intellectual disabilities.

2.3.3. Etiology

Environmental factors such as exposure to toxic substances (e.g., prenatal alcohol exposure,
prenatal or postnatal lead exposure), nutritional deficiencies (e.g., prenatal iodine deficiency),
brain radiation, childhood brain infections, traumatic brain injury, and maternal infections
(e.g., rubella, cytomegalovirus) can lead to intellectual disabilities (APA, 2013).
Additionally, prenatal and postnatal complications—e.g., complications of prematurity such
as hypoxemia and periventricular hemorrhage—may cause brain injury resulting in
intellectual disabilities (Gustafsson, 2003).

Genetic factors play a major role in intellectual disabilities. Different genetic causes may lead
to intellectual disabilities. Down syndrome (trisomy 21) is the most common genetic cause of
intellectual disabilities in the United States, occurring approximately once every 700 live
births (Parker et al., 2010). Fragile X syndrome is the most commonly known inherited cause
of intellectual disabilities, and it affects approximately 1 per 5,000 males (Coffee et al.,

2009). Many cases of intellectual disabilities in the population are of unknown etiology.

Because of the varied causes and consequences of intellectual disabilities, an initial
evaluation should address intellectual and life skills, the identification of genetic and
nongenetic etiologies, and the diagnosis of conditions that need treatment (e.g., epilepsy and
phenylketonuria). Prenatal and perinatal medical histories, a physical examination, genetic
evaluations, and metabolic screening and neuroimaging assessment may aid in the
determination of characteristics that may influence the course of the disorder (Parker et al.,
2010).
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2.4. Parental Reactions to the Birth of a Child with Disability

Few people realize how difficult it is to be a parent until they themselves become parents. It
is even more difficult to be a parent of a child with disability. Families with children with
disabilities want the same thing as other families (Palermo et al., 2014). They want to see
their children reach their full potential, they want to be included and accepted by their
community and they want to enjoy things together and have fun (Baker & Fenning, 2007).
The birth of a child is a sign of faith and hope, prompting expectations of continuity and
perpetuation. The mere existence of the newborn, the baby’s traits and appearance are usually
a source of pride (Ayalon, 1983). All parents have plans and expectations for their children,
often imagining future scenarios and the child’s advances (first steps, nursery school,
elementary school, military service, college, etc) (Scorgie, Wilgosh, & McDonald, 1996).
The child's success is perceived as the parents' achievement. When a disabled child is born,
all expectations and hopes are dashed (Kandel, and Merrick, 2005). The child will not be a

source of pride — rather a source of great disappointment.

Parents of disabled children undergo a difficult and painful process involving a revision of
their views and expectations (Kandel, & Morad et al., 2005). They are obliged to adapt to the
knowledge that all their hopes and plans for the future must change (Ayalon, 1983). A
parent’s initial reaction is likely to be negative and similar to those related to bereavement
(Blachar & Bakar, 2007; Hill & Rose, 2009). This is followed by a period of questioning
which may go on for many years, as to why this should have happened to them (Rhodes
2003). The parents may tend to blame themselves or each other (Scorgie & Sobsey, 2000).
Some may react in an emotionally and physiologically negative way to the diagnosis of their
child’s disability. The transition in a family with a child living with disabilities brings about
significant changes in that family’s social life (Hastings, Allen, McDermott, & Still, 2002).
Some experience considerable stress, as well as feelings of depression, anger, shock, denial,
self-blames guilt and confusion (Heiman, 2002).

The reaction of the family seems to follow the five stages of the Kubler-Ross grief
elaboration theory (denial, anger, bargaining, depression, and acceptance) (Kubler-Ross,
1972). This reaction is similar to what we observe in parents with perinatal death or loss
(Harmon, Plummer, and Frankel, 2008). It should be emphasized that the functional crisis
experienced by mothers and fathers of children with a disability may be accompanied by
psychological stress, a feeling of loss, and low self-esteem. In addition, the fact that the child

is unable to fulfill their expectations may also be disappointing (Darling, 2004). It may result
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in a severe blow to the self-esteem of the parents, create disappointment, and result in the
child becoming a social obstacle that will also cause feelings of shame and embarrassment
(Singer, 2006).

Parental reactions to the diagnosis of the disability will not be identical. The intensiveness of
reactions and their character depend on several dynamic factors, such as individuality, the
character of social relations, feelings about the deviation, and the social status (Withers, and
Bennett, 2003). In the literature, (e.g. Darling, 2004), a wide range of reactions are mentioned,
some considered more frequent than the others: anger, disappointment, shame, frustration,
and grief. The coping process is not static, but a constantly changing cognitive and behavioral
effort by the person to manage both external and also internal stress factors and pressures
(Kande & Merrick, 2003).

Anger, disappointment, and shame reactions result from the fact that the child is not the ideal
child that the parent anticipated. The child is unable to fulfill the hopes and ambitions he/she
was expected to. There are cases when parents unconsciously consider the child to be
responsible for crushing their ambitions (as if he/she is “deliberately” disabled) (McCormack,
2000). However, since many parents consider it inappropriate to direct their negative feelings
toward the children, anger may also be directed towards the other parent or towards others
(for instance, the physician or other professionals for a variety of reasons, such as having
made an incorrect diagnosis, insensitivity, offering false hope, or providing inadequate or
ineffective treatment or services) (Kubler-Ross, 1972; Harmon, Plummer, & Frankel, 2000).
These feelings of jealousy and anger are common in many families. The emotions may also
be directed towards other families who do not have to contend with such stress or those with
disabled children who are higher functioning or whose children have improved to a greater
extent. Sometimes, the opposite reaction can be observed, which is expressed in

overprotecting the child.

In other cases, the parents see the disabled child as a symbol of their own personal failure
(Susan K. Dzubay 2011). The feelings of a damaged self-esteem give rise to intensive
feelings of inferiority and shame. Frustration over the fact that the child is not able to fulfill
the parents’ expectations can become even deeper as the slow development of the child
makes him/her totally dependent on the parents, often especially the mother, seriously
limiting her independence and freedom (Blacher & Meyers, 2005). In addition, social and
economic aspects of raising a child with disabilities may provoke additional anger and

frustration (e.g., difficulties in maintaining social communication, leisure activities, work,
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projects or economic plans) (Jones, et al., 2014). Frustration can belong to one of two types
(Ross, 2000): (1) frustration resulting from role organization factors, i.e., failure to organize a
new role system, since the disabled child is not able to play the role he/she is expected to or

(2) frustration resulting from the destruction of ambitions and wishes for a happy family life.

Often the initial diagnosis of the child's disability will produce a grief reaction in parents and
other family members (Ross, 2000). This may be the result of initial confusion and
uncertainty. Grief and bereavement are normal reactions to the loss of an object (in this
specific case the object is symbolic) (Waisbren, 2003). By means of these feelings, the
human being temporarily retreats from involvement in the external world and allows his/her
ego to focus on transferring the mental energy from the object on which it was concentrated
to an alternative object. Transferring the energy is essential for successful conclusion of the
bereavement process. However, this solution is not possible in case of the birth of a disabled
child, since there is no final separation from the lost object, the child exists; thus, there is no
opportunity to grieve over him/her without experiencing constant demands from his/her side
(Portowicz, & Rimmerman, 2002). As a result of the demands, which are opposite to
releasing oneself from the lost object and accepting the child, a situation is created in which
“chronic bereavement” is opposed to counter-feelings. Since this ambivalence cannot be
accepted in the parents’ consciousness, it is pushed aside and causes additional difficulties in
finishing the lamentation process. Ambivalence towards the object is not a part of the usual
bereavement, since the grief process itself is a temporary phenomenon (Portowicz, &

Rimmerman, 2002).

Many parents also have little understanding of what the diagnosis of a given disease or
syndrome entails and many will have various perceptions and speculations about the disease
causing the disability (Featherstone, 1999). Parents should therefore be informed regarding
the varied manifestations and aspects of the disability. Sometimes it is also very hard to
predict the cause or development of the disability at an early age, which makes it even more
difficult for the parents (Wolfensberger, & Kurtz, 1999).

Grief is a complex reaction with the loss of the expected normal child and the necessity to
develop a new role of attachment to the abnormal child. Olshansky (1962) describes grief for
a disabled child as a lifelong “chronic sorrow” that may accompany the parents all their life,
regardless of whether the child lives at home or is in placement. Although the intensity varies
from one to another, it seems that all parents experience grief. Olshansky argued that this

type of grief should not be interpreted as a neurotic reaction, but rather it should be seen as a
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normal and natural reaction to the crisis. According to (Portowicz, & Rimmerman, 2002), the

crisis can take the following forms.

The change crisis: this crisis takes place immediately after the diagnosis of the
disability and is a most difficult experience. The parents are full of expectation for
the birth of a normal child, and when they are informed about the disability, all their
dreams are ruined, causing the traumatic reactions. This crisis is not a reaction to the

handicap itself; rather, it is a reaction to the sudden change of reality.

The ideological crisis: the change crisis is comparatively short; however, after the
parents have digested the news, they must confront this experience every day. This
confrontation gives rise to strong emotional reactions, leading to an ideological crisis,
which may last for a longer period. The parents are in a state of constant ambivalence.
On the one hand, they feel that they must love and protect their child, but on the other
hand, social values cause them to feel discomfort, feelings of failure, and inability to
accept the child as a “beloved” one. Such characteristic reactions as guilt, shame,

overprotection, and grief appear at this stage.

The reality crisis: this crisis is directly related to the objective difficult conditions of
bringing up a child with disability. The parents face numerous difficulties that
influence their ability to manage the problem. The first difficulty is financial, since
expenses grow considerably compared to their previous situation or to that of other
families. Many parents are disturbed by fears related to the influence the child has and
will have on their lifestyle. Family members may stay in seclusion at home and avoid

spending their time in the way they used to, before the child was born.

Many parents express concern regarding the coming of a time when they will not be able to

take care of the child themselves. The stages mentioned above are not necessarily pure, since

there can be overlap, but in order to assist and support parents, it is important to realize at

what stage of the crisis they are.

Guilt is another common reaction to the diagnosis of a disability in a child. Sometimes that

has been caused by the medical and professional community, who directly or inadvertently

attributed a disease or condition in a child as parental failure, which later turned out to be

based on a genetic disorder (Bettleheim, 2005). The possible contribution of additional

factors such as environmental toxins has also been discussed. Many parents wonder if they

unwittingly did something to contribute to the disability in their child (such as exposure to X-
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rays, mercury from injections or dental fillings). There are parents who feel rejection,
disappointment, and anger because their child is not the one, they looked forward to (Pit-Ten
Cate, & Loots, 2000). Since the parents cannot tolerate or suffer these negative feelings, they
deny the feelings by directing the anger towards themselves, the feeling that this is a
punishment for their past sins (Portowicz, & Rimmerman, 2002). In other cases, the guilt
feeling is directed (as a result of negative feelings) towards other people, such as a spouse or
a physician, or towards spiritual matters. We have often heard the following statements by
parents with disabled children: “This happened as a punishment for me leaving the religion;”
“It 1s all my fault. Before I got married, I had been ‘flirting about’. I made love before
marriage and | always felt terrible about that, and now | have to pay for it.” (Portowicz, &

Rimmerman,2002).
2.5. Experiences of Ethiopian Parents Raising a Child with Disability

It appears that the challenges families face in connection to developmental disabilities of
children are more serious and complicated in the developing world (Amakelew, Daniel and
Fasikawit, 2000). People with special needs in developing countries have encountered many
problems as governments of many of those countries had never committed themselves to

providing various services for these large groups of citizens (Getnet, 2013).

The history of people with disabilities in Ethiopia is not different from other developing
countries. Disabled children in Ethiopia are among the most psychologically, socially,
economically and politically disadvantaged social groups (Weldeab, 2006). In other words, to
be special needs or disabled usually means to be discriminated against as well as suffering
from social isolation and physical restrictions (Letekidan, 2003). Persons with disabilities do
not have access to rehabilitative services. As a result, parents and relatives of disabled
children were and are still the crucial actors in the provision of care and education (Meron,
2006).

In this part of the world, families who have children with disabilities suffer more problems
than their partners in the developed countries. Ignorance and inadequate schooling, extreme
poverty and lack of welfare support, and discord between family members are some of the
problems. And furthermore subsequent stress and/or separation among family members,
unsafe physical grounds together with hostile or segregating neighbors aggravate the problem

of mothers raising children with autism in Ethiopia (Amakelew, Daniel and Fasikawit, 2000).

For instance, a study by Aynalem, (2014) indicated that the impact of autism on Ethiopian

mothers is expressively visible on their daily routines and life experiences. They do not feel
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at ease to talk about their children openly instead they feel guilty and are ashamed of their
autistic children due to the pressure and misunderstanding of the society. The study further
indicated that social life and participation in social events is limited as a result of raising their
children with autism due to preference to isolate one self and fear of taking the child in public

as a result of the low level of probability to get acceptance from the society.

Hence, thousands of children with autism are confined to their homes with no access to
education or rehabilitation because some children with autism look normal physically; people
often mistakenly imagine they are simply unruly or poorly behaved (Tirrussew, 2005).
Because of the general lack of awareness, families and children with autism are often blamed
for their actions and the disorder is sometimes seen as punishment for some spiritual
wrongdoing. In fact, with few Ethiopians even aware of autism’s existence, more often than
not the symptoms of the disorder are misrecognized and misunderstood, with tragic
consequences (Letekidan, 2003). To support this, Chernet and Opdal, (2007) described that
throughout Ethiopia, having a child with disability is regarded as a source of shame and
misconceptions and unfavorable attitudes. These result in continued stigmatization which in
turn led those children to be hidden at home and kept away from schools and other

intervention programs.

This level of social standing of having a child with disability is derived from how disability is
perceived in society (Abreham, 1998; Tirrussew, 2005; Weldeab, 2006, 1999; Weldeab &
Endrerud, 2004). Weldeab (2000) found that labeling persons after their impairment is still
common in most parts of Ethiopia. In most places, people use such terms as an insult which
really have psychological impact on persons having those impairments and their families.
Getnet, (2001) also noted the problem lies in defining disability since definitions of
disabilities has been the medical model it is one of the dominant influences in shaping both
professional and common sense which resulted in a range of offensive responses by other

people.

As is the case in many developing countries, families in Ethiopia comprise the largest group
of caregivers for children with disabilities. This is due to the fact that there is a lack of
residential services and the vast majority of the children live with their families (Chernet and
Opdal, 2007). In a country like Ethiopia where developmental or mental impairments are
considered as things related with curse or some sort of bad omen, opportunities to make life
better or improve the situation of people with the problem and their families is unsatisfactory
(Letekidan, 2003).
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According to the "Needs Assessment Report "conducted by Handicap National, (2012), fewer
than 3% of children with special needs in Ethiopia have access to primary education, and
access to schooling decreases rapidly as children move up the education ladder. Handicap
International carried out a survey in Dire Dawa, Harar and Jigjiga to try and assess the causes
of children with disabilities dropping out of education. Families were asked to identify
reasons for children failing to attend school that fell into two broad categories: “family-level*
or, school-level,, causes. Most families and children reported that family issues — often
related to work or caring responsibilities — are the main cause. When it comes to school-level

issues, “long distance to school” is the number one cause of drop-out.

As the report of Handicap National, (2012) further indicates in one of the Woredas in Addis
Ababa it was reported that some parents are not willing to send their children to school or to
play for fear of being endangered, hurt and segregated. Generally speaking, these parents face
challenges in rearing children with disability and they may not send the children to school
because of a number of reasons, i.e. the education of the child with special needs may not be
the priority for the parents'; inability to cover school expenses; lack of awareness of parents
whether their child can be schooled or not; feelings of parents that the child may not receive

the necessary support; fear of shame and guilt, etc. (Handicap National, (2012)

These background societal attitudes and challenges perpetuate to influence parents of
children with disability psychologically which affects their lifestyle and life chances (Getnet,
2001). The psychological and emotional stress by parents of children with the problem is
immense since most parents of children with autism do not have information and knowledge

about the symptoms of autism (Letekidan, 2003).

Some local researches show that most serious and probably most common problems parents
of children with disability face in countries like Ethiopia relates to access to professional
information and services. Most parents have no accurate and up to date information about
their children’s disability because the service system is often limited and fragmented that it is
highly unlikely that there will be any single source of information that can tell parents all they
need to know at any point along the way (Amakelew, Daniel and Fasikawit, 2000).

As a result of this lack of knowledge by parents, studies like Amakelew, Daniel and
Fasikawit, (2000) reveal that Ethiopian parents feel insecure and guilt-ridden because of
imagined responsibility for the child's condition. They do some sort of searching for
shortcomings of their own which might have caused disability in their children which made

them feel ashamed of their children’s and often try to hide them from friends and neighbors.
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Through time and after getting more knowledge and experiences with their children’s
disabilities, parents face another psychological problem. They feel guilt that will never
disappear but stay on part of the parent's emotional life of not recognizing the problem with
the children in time (Getnet 2013).

Due to lack of awareness, the parents may demand behavior and intellectual achievement
beyond the child's abilities in turn they feel ashamed of the mistake done in pushing the
children beyond their capacity and losing patience with them (Amakelew, Daniel and
Fasikawit , 2000). Similarly, Meron, (2006) described that most mothers in Ethiopia suffer
from life time regrets over the disparity of heart-breaking reality that their children would
have the problem for life that magnifies other existing problems, creates new area of conflict

and feeling of hopelessness.

Consequently, stress and anxiety are the common psychological challenges to these mothers
raising a child with disability due to inability of children to express their feeling, future of
their child, feeling of sorrow and who will take care if something happens to them (Meron,
2006).

2.6. Challenges and Opportunities of Having a Child with Disability
2.6.1. Challenges

A child’s disability is a triadic experience involving three-way interactions among the child
who experience dysfunction, the family that is affected by it, and the external environment
where the disability is manifested (Zelalem, 2002). Raising a child with disability is an
experience which lives the parents with great stress and several caregiving challenges, such
as more health problems, greater feelings of restriction, higher level of depression, grief and
financial problems. Research revealed that parents encounter a lot of challenges. Some of the
challenges they encounter include social isolation, grief, emotional stress and financial
problems (Woodman, & Hauser, 2013).

Beresford et al. (2007) states that no matter how severe the special needs of the child are the
parents are inevitably affected in one way or the other. They further state that parents often
struggle with guilt; they feel as though they somehow caused the child to be disabled,
whether from genetics, alcohol use, stress or other logical or illogical reasons. This guilt can
harm the parent’s emotional health if it is not dealt with. Some parents experience a spiritual
crisis or blame and the other parent may be for not giving the support which is needed.
According to Dobson et al. (2001) parents of children with disability undergo the period of
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grieving which is like that of bereavement. Parents grieve for the ‘death’ of the perfect child
who existed in their minds. They feel ashamed and embarrassed that their child is not normal.

They may move through emotions like grief, anxiety, fear, guilt, depression and anger.

Parents attach to children through core-level dreams, fantasies, illusions and projections into
the future. Disability dashes these cherished dreams (Wang et al., 2010). The impairment, not
the child irreversibly spoils a parent’s fundamental, heartfelt yearning (Dobson et al. 2001).
Dobson and colleagues continue by explaining disability as it shatters the dreams, fantasies,
illusions and projections into the future that parents generate as pain of their struggle to
accomplish basic life missions. Parents of impaired children grieve for the loss of dreams that
are keys to the meaning of their existence to their sense of being. Recovering from such a loss
depends in one’s ability to separate from the lost dream and to generate a new, more

attainable dream (Gallagher & Whiteley, 2012).

Parents of children with disability face social isolation. Taking care of the child with
disability requires a lot of time of the parent. As Beresford et al. (2007) stated parents of
children with disabilities suffer from exhaustion and stress due to the degree of the amount of
care needed (feeding, clothing, bathing and diapering). The findings are in line with what
Beresford et al. (2007) said as all the respondents revealed that when asked about to the issue
of social isolation is that they were now isolated from the community, friends and relatives;
they said their socializing time was no longer there, because they now spent a lot of time with
their children. They also said friends have become few, relatives, some of them are
supportive and some are not, some have negative attitudes to the children with disabilities
(Beresford et al. 2007). This is among barriers preventing families from leading ordinary life
as they are excluded from the community. A study conducted in Kenya by Gona et al. (2010)
revealed that families of children with disabilities felt excluded from the society due to a
shortage of services and negative attitudes. The families have enough challenges to
overcome, to secure the support they need without also having to cope with prejudice and
isolation. They want the same things as other families, they want to be included and
supported by their communities and they want to enjoy time together and have fun.

Parents can find themselves overwhelmed by various medical, caregiving and educational
responsibilities (Baker et al., 2012). Beresford et al. (2007), state that no matter how severe
the special needs of the child is, the parents are inevitably affected in one way or the other.
They have to stop feeling ashamed or embarrassed that their child is mentally challenged.

Smith (2002) concurs with Blachar & Bakar (2007) saying that even after diagnosis; parents
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often face a whole gamut of emotions before they can grapple effectively with the stark truth
that their child has. Having a child with special needs can dig deeper into the pocket of the
parent (Lutz et al., 2012). Raising a child with disability may be too expensive than raising a
typical child. These expenses may arise from medical equipment and supplies such as
wheelchairs, medical care, care giving expenses, private education, learning equipment,

tutoring or specialized transportation.

Parents of children with disabilities also have to deal with complex issues related to the
child’s education. Either a private education must be sought, or an adequate public or general
education must be available (Pottie et al., 2009). Close parental contact with the school
system is vital in order for the child to receive a proper education. Parents must collaborate
with teachers in order for their child’s education to be effective (Smith, 2002). Teachers and

parents have to be partners in the education of the child with disability.

Thwala and Simelane (2010) assert that parents and other caregivers are an integral part of
their children’s education. For this reason, they must be involved in educational decisions
affecting their children from initial planning to implementation. Parents of children with
disability experience challenges which may lead them to make mistakes in upbringing of
their children and which can give rise to learning difficulties and other problems (Johnson,
2012). They need to be motivated to become involved in the education of their children.
Parents play a greater role in the education of their children because they know their children
better and are able to inform the teachers about their learning problems (Thwala and
Simelane 2010). They can help teachers to understand their children better and they can give

advice about individual behavior.

A study of 142 families with a child born with spina bifida (Tew et al., 2009) (56 families
with a surviving child) between1999-2004 was examined in 2009. The divorce rate for
families with a surviving child was found to be nine times higher than that for the local
population and three times higher than for the families where the child with spina bifida had
died. Marriages that followed prenuptial conceptions were especially vulnerable with a
separation/divorce rate of 50%. All divorced fathers and only one mother had remarried at
follow-up. An additional study also found the divorce rate ten times larger in the families

with a disabled child than in the general population (McCormack, 2009).

The disability can cause damage to the married life of the parents in several different ways: it
can create strong parental feelings, it can be a depressing symbol of a common failure, and it

can change the family organization, or create fertile ground for conflicts (Featherstone,
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2000). One frequent problem is the fact that the burden for childcare is not divided equally
between the parents. In the common situation, the father is generally at work, while the
mother cares for the child with the disability (Waisbren, 2003). The parents must organize a
system of roles and a division of the burden of work in order to prevent the burning out of
one partner (Withers, and Bennett, 2003). In addition, devotion of the mother to care for her
child may make the father feel neglected, which sometimes can result in violence (Lecavalier
et al., 2006). Sometimes the core of the conflict stems from the fact that each parent
conceives the situation in a different way. One parent may relate to the child as a failed case,
while the other as a capable, or even as a normal child. In addition, there are parents who are

unable to live with what they see as shame or stigma (Lyons et al., 2010).
2.6.2. Opportunities

A point of consensus among researchers in the field is that families of children with disability
face adversity, or in the very least, significant, out-of-the-ordinary adaptive challenges.
Another point of consensus is that while most may struggle, many families of children with
disability fare well. Although researchers have consistently found higher-than-usual rates of
psychological distress among parents of children with disability, the absolute risk of
psychiatric disorder may not be as large as many might think (Montes, and Halterman, 2007).
The majority of parents caring for a child with disability are not depressed (Singer, 2006;
Seltzer et al., 2001; Glidden and Jobe, 2006).

Furthermore, many families of children with disability report positive impacts. McConnell et
al., (2015) recently surveyed a robust sample of primary parent carers of pre-adult children
with disabilities in Alberta, Canada, and found that two thirds agreed or strongly agreed with
the statement: “Overall, having a child with disabilities has been positive for our family”.
More than four out of five parents in the study reported benefits including but not limited to
perspective transformation (e.g., “We have learned what is really important in life””) and the

strengthening of family relationships (e.g., “Our family has emerged stronger”).

Shilling et al. (2013) reported that the results of qualitative and quantitative evaluation of
peer support interventions confirm that having a child with disability can have a positive
effect on the psychological health of caregivers, although the findings are not entirely
consistent. Based on a synthesis of qualitative findings from ten studies, Shilling et al 2012
identify four themes related to benefits. The most common benefit identified was ‘finding a
shared social identity with other parents’. In a group with experientially similar others,

parents found understanding and acceptance, which reduced their sense of isolation and
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enabled them to feel better able to cope. The second benefit identified was ‘learning from the
experience of others.” Peer support interventions can facilitate the exchange of useful,
practical information, and parents learn from the experience of other parents. The third theme
related to benefit is ‘personal growth’. Parents report having gained strength through peer
support. They were more accepting of themselves and felt more confident and in control. The
fourth benefit is ‘the opportunity to support others.” In several studies, parents reported that
the opportunity to share their experience and support others validated their expertise as parent

careers, giving them an increased sense of self-worth.
2.7. Psychological Problems of Parents of Children with Disabilities

Numerous studies have found higher than ‘population normal’ rates of psychological distress
among mothers and, less consistently, fathers of children with disability (Singer, 2006).
Recent population-based studies and systematic reviews confirm that mothers of pre-adult
children with disability are two to three times more likely than mothers of typically
developing children to report clinically significant levels of stress, anxiety and depression
(Emerson, 2003; Lee, 2013; Totsika et al., 2011). Despite these broad findings, it is also
acknowledged that parents of children with a disability vary in the levels of stress
they experience and that their levels of stress are associated with a wide range of variables
(Frey et al. 1989; Quine & Pahl 1991; Baxter et al. 2000). Studies found that parenting
stress is associated with the severity of the child’s disability (Minnes, 1998), although others
have failed to find any similar associations (Beckman, 1983; Walker, VanSlyke, &
NewBrough, 1992). Generally, it seems that specific characteristics associated with disability
are more important correlates of parental stress (Minnes, 1998). These include child
communication skills (Frey et al. 1989) and particularly the levels of the child’s behavioral
difficulties (Friedrich et al. 1981; Konstantareas & Homaditis, 1998; Quine & Pahl, 1991).
Chronic stress may underlie the (marginally) increased risk for families of children with
disability of marital disruption and family dysfunction (e.g., low cohesion, emotional

withdrawal, and relationship conflict and child maltreatment) (Baker & Seltzer, 2012).

Furthermore, several prospective studies have found that child behavior problems predict
later parent stress, and this may mediate the relationship between child behavior problems
and family dysfunction (Baker et al., 2003; Eisenhower et al., 2013; Neece et al., 2012,
Peters-Scheffer et al., 2012; Woodman et al., 2015). Baker et al. (2012), for example, found
that the behavior problems of children with disability had an indirect effect on family

cohesion and marital satisfaction by way of maternal internalizing symptoms. Parents of
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children with developmental delays (DD) have been shown to have very high levels of
parental stress (Baker, et al., 2003; Baker, et al., 2000; Oelofsen & Richardson, 2006;
Webster, Majnemer et al., 2008). Research has shown that the high levels of parenting stress
experienced by these parents is better accounted for by elevated child behavior problems
rather than child intellectual or developmental functioning (Baker et al., 2005; Baker, Blacher
et al., 2002; Beck, Hastings et al., 2004; Hastings, 2003; Neece, Green and Baker, 2012).

Studies also indicate that parents’ psychological health and well-being tends to decrease as
children’s behavior problems increase (Beck et al., 2004; Hassall, Rose, & McDonald, 2005;
Hastings, 2003). This association has been found in specific areas such as depression and
marital satisfaction (Baker et al., 2005), but has been particularly evident in parental stress.
For parents of children with DD, greater marital quality has been associated with lower
parenting stress, even after accounting for socioeconomic status, child characteristics and
other measures of social support (Kersh et al., 2006). Given that marital quality is associated
with lower parenting stress, it is important to examine this construct in parents of children

with DD who generally report high levels of parenting stress.

Previous research comparing marital satisfaction among parents of children with or without
DD has yielded mixed results. While some studies have found that parents of children with
DD report lower levels of marital adjustment and satisfaction than parents of typically
developing children (Santamaria et al., 2012; Kersh, at al., 2006; Risdal and Singer, 2004),
other studies have found no differences in marital satisfaction between parents of children
with or without DD (Donovan, 1988; Stoneman & Gavidia-Payne, 2006). However, within
samples of families of children with DD, studies have consistently found that high marital
satisfaction is a compensatory factor that buffers the experience of parenting stress, whereby
greater marital quality in these parents predicts lower parenting stress (Gerstein, et al., 2009;
Kersh, et al., 2006).

Further, many of the existing studies done have focused on older children using a
homogenous sample of primarily Caucasian/Euro-American families of relatively high
socioeconomic standing, making their results potentially less generalizable to the general
population (Kersh, et al., 2006; Stoneman & Gavidia-Payne, 2006). Children in minority
populations and with higher rates of poverty are also at higher risk for child behavior
problems, and their parents are at higher risk for mental health issues such as parental stress,
making it especially important to study this population (Bengi-Arslan, Verhulst, Van der
Ende, & Erol, 1997; Horwitz, Leaf, & Leventhal, 1998; Stevens & Vollebergh, 2008).
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Previous investigations in this area have also often focused on heterogeneous samples with
children in a wide age range (Erel & Burman, 1995; Risdal & Singer, 2004; Santamaria, et
al., 2012) and studies examining a specific developmental period have largely focused on
middle childhood with samples ages 6 to 12 (Henderson, et al., 2003; Kersh, et al, 2006).
However, research has shown the preschool period to be a critical developmental period
where families are particularly vulnerable to experiencing high levels of stress and child
behavior problems (Neece et al., 2012), further underscoring the need to study these variables

in a sample of families of young children with DD.

2.8. Gender Difference in the Psychological Problems of Parents Having Children with
Disabilities
Though the child’s disability affects the whole family, there is considerable evidence that
mothers experience greater impact than fathers by their child’s disability (Hastings et al.,
2005; Oelofsen and Richardson, 2006; Gray, 2003). For example, Gray (2003) found that
mothers and fathers were affected on different ways and levels by their child’s condition.
Fathers claimed that their child’s condition did not affect them personally as it did with their
wives. They also admitted that the way their child’s autism affected them was through the
stress that their wives experienced. The different levels of stress experienced by mothers and

fathers may be explained by gender roles connected to work and child rearing.

While mothers usually are more involved in child rearing, fathers are more into working
harder in order to support their family’s financial needs. There is difference between mothers
and fathers in the coping strategies they use. While fathers tend to suppress their feelings, or
to avoid them by working until late or staying away from home, mothers tend to vent their
feelings. Mothers tend to experience a wider range of feelings (from grief, sadness, anger and
crying) and talk more about their emotional distress with others. Mothers are found to be
more stigmatized by their child’s disability (Gray, 1993). There are also differences in
mothers’ and fathers’ perceptions or cognitive appraisals. For example, research suggests that
they may perceive family cohesion and adaptability differently. When asked about family
cohesion and adaptability mothers reported having a significantly more cohesive and
adaptable family as compared to the reports from the fathers (Kraus, 1993).

2.9. Coping Mechanisms of Parents of a Child with Disability

Coping strategies refer to conscious efforts to adapt with/solve stressful situations (Glidden,

& Natcher, 2009). They are practical active ways of responding to threatening situations.

Coping strategies are divided into two major categories: (a) problem-focused coping
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strategies which represent an attempt to do what an individual believes it might affect the
circumstances that led to stressful situation (b) emotion-focused coping strategies which
represent efforts to regulate emotions resulted from the stressful situation (Lazarus,
&Folkman, 1984).

As Nabawy and Ahmed (2012) pointed out, coping involves psychological and social
resources and strategies that help to eliminate, modify, or manage a stressful event. The age
of the parents, number of children, civil status, and their interpretation of the crisis event, the
family’s sources of support, community resources, and education of the parents are from the

factors that affect the kind of coping mechanisms employed by parents (Durban, 2012).

According to Picci et al. (2015), past experiences, perceived social support, nature of
stressful situation are examples of preference factors of adopting coping strategies. Lopes, et
al., (2008) also indicated that the nature of the stressful situation may determine the kind of
strategies used to cope with, i.e. individuals tend to use emotion-focused strategies in
situations where they are incapable to provide direct efforts to handle these situations such as
health problems, while they tend to use problem-focused strategies in situations where they
can handle and control, such as family conflicts. Pastor et al. (2009), on the other hand,
summarized this by declaring that in stressful situations where an individual is able to execute

productive actions to handle these situations, it’s preferred to use problem focused strategies.

The burden of caring a child with disabilities will increase levels of stress in parents, which
lead them to look for, develop, and use strategies to handle these stresses. According to
Seymour, et al., (2013) the outcomes of using such strategies might be in behavioral
appearance such as neglecting responsibilities at home and work, or cognitive appearance
such as weakness in problem-solving or emotional appearance which includes negative
feelings toward the child with disability. In this regard, Woodman, & Hauser (2013) referred
to coping strategies as continuous change in cognitive and behavioral efforts by individual to
handle the increasing external and/or internal demands of caring the child with disability.
According to Picci, et al., (2015), parents of children with disabilities tend to use various
strategies to cope with stress such as looking for support, avoidance strategies, self-blame,
drug abuse, making jokes, reconstruction of stressful situation in positive manner, or denial.
Taanila, et al., (2012) referred to avoidance strategies and self-blame as coping strategies,
while other parents tend to search for positive issues in caring the child with disability such as
religious attitudes, which are considered as an important coping strategy. Variation in the use

of coping strategies is correlated to many factors. Woodman, & Hauser (2013) and Wang,
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Michaels, & Day (2011) indicated that parents tend to use emotional-focused and avoidance
strategies in early stages of diagnosing disability, and as the child grows, parents tend to use

problem-focused strategies.

This variation in coping strategies was found also between fathers and mothers Sandler and
Mistretta (1998) analyzed the coping strategies and stress responses of 135 parents of adults
with a disability. Sandler and Mistretta surveyed the participants about their positive attitudes
and coping strategies one of which was appraisal. Passive appraisal happens when the parents
tell themselves things like” Tomorrow is another day, or ‘Let’s take things one day a time ’as
a way to cope. Selective attention strategies mean that the parents only pay attention to the
positive experiences associated with raising a child with disability as opposed to the negative
ones as a way to copeThe findings from this study showed that 94% of the respondents used
passive appraisal and 92% reported the use of selective attention to cope with the stress of
raising a child with a disability. It appears that maintaining a positive attitude and positive

thinking strategies are essential when raising a child with a disability.

Scorgie and Sobsey (2000) studied the transformations made by parents that were raising a
child with a disability. The author defined transformations as positive or significant changes
in the lives of parents who have a child with a disability. The study found a positive outlook
on raising a child with a disability coped more effectively than when they served as leaders or
advocates for other families raising a child with a disability, they coped more effectively and
were able to remain more positive than those that did not. This suggests that helping other
families can help parents cope better with their own experiences raising a child with a

disability.

Dun, Burbine, Bowers, and Tantleff-Dunn (2001) conducted a study that examined stress
levels and coping styles of parents who had children with autism. Dun et al. found that the
participants who used more escape avoidance behaviors as coping mechanisms had a
decrease in positive reappraisal coping strategies. The researchers also found that if the
respondents adopted escape avoidance strategies to cope with having a child with autism,
they experienced more stress and health problems than the parents that used positive
reappraisal strategies. Examples of discouraging positive reappraisal coping strategies include

the following: hoping for miracles, having fantasies, using food or drugs and avoiding others.

Taunt and Hastings (2002) investigated coping tactic among parents of children with
disabilities using face-to-face interviews and internet surveys. Two samples Participated; the

first sample included 14 parents (4 fathers and 10 mothers) who were interviewed one-on-one
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while the second group consisted of 33 parents who answered questions on the internet. The
interview questions in the first study pertained to the Positive aspects of raising a child with
disabilities, the family’s hopes or fears regarding their child’s future, and the positive effects
of having a child with a disability on siblings and family relationships. Phase two of the study
used the internet to survey participants about the positives of raising a child with a disability,
as well as any positive effects the experience can have on additional family members. Taunt
and Hastings (2002) found that parents with positive attitudes envisioned positive outcomes
for their child. Parents reported the more positive they were, the more sensitive and caring the
entire family was towards the child with the disability. Family members sought out more
opportunities to learn about the condition affecting their child/sibling along with the impact

on their perspective on life.

Kenny and McGilloway (2007) conducted a study on caregiver strain and coping among
parents with children with learning disabilities. The sample consisted of 24 mothers and 8
fathers. The participants were interviewed about caregiver strain, daily activities, support and
coping strategies. Kenny and McGilloway found that 2/3 of the participants used professional
support to help cope more effectively. The participants also reported that receiving support
from the schools their child attended helped them cope more effectively. Clearly, external

sources of support are critical to parental coping when raising a child with a disability.

Van Der Veek et al. (2009) surveyed 553 families with at least one child with Down
syndrome about their coping strategies, resources, and stress. Care, a coping mechanism
measure in the study, was described as reflective of the amount of care each partner
contributes to the relationship between them. Positive reappraisal occurred when a parent of a
child with Down syndrome has a positive thought when thinking about their child. Control
was measured by the Intimate Bond Measure (IBM). Example of care is, “Understands my
problems and worries,” and” Is very loving to me” and an example of control is, “Insists that
I do exactly as I’'m told,” and “Seeks to dominate me” (Wilhelm, 1988). Coping self- efficacy
is an internal coping mechanism. An example of this is “I am confident that I could deal
efficiently with unexpected events concerning my child with Down’s syndrome” (Van Der
veek, et al., 2009, p.220). Van Der Veek, et al. (2009) found that the coping resources of
care, control and perceived social support were related to depressive symptoms; that care and
social supports lead to-fewer depressive symptoms while control lead to more depressive
symptoms. Results also indicated that participants reported that they used positive

reappraisal, care, social support, and self-efficacy coping strategies coped more effectively.
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Finally, the findings revealed that positive reappraisal was related to positive affect as was
receiving more care from partners, and more confidence in coping abilities predicated
emotional well-being. Churchill et al. (2010) conducted a study of 129 parents of children
(85% female) with special health care needs (CSHCN) to examine how they coped with
having a child with a disability. Depressive symptoms, coping skills, and the child’s medical
condition were assessed. Reframing was operationalized as looking at problems’ parents’
facer from the viewpoint of being positive and accepting. Passive appraisal referred to not
taking immediate action on any certain problem the parents may have been dealing with.
Findings showed that the better coping skills like social support, reframing, spiritual support,

accepting help and passive appraisal meant fewer depressive symptoms for the participants.

Social Support (seeking assistance) is the major coping mechanism that is found to be
moderating parenting stress and daily negative mood (Colin and Kathleen, 2008). Supporting
this, a study by Lori (2008) found social support a significant contributor to reduce family

stress and resulted in family coherence.

Parents of children with disability need support to assist them emotionally and physically by
being provided resources (Myers, Johnson and the Council on Children with Disabilities,
2007). While the primary social support includes spouses, partners, neighbors, family, and
friends who offer emotional and mental assistance informal support on the other hand
involves other parents of children with autism and local organizations that give instruction,
guidance, respite care, and social events (Myers et al., 2007). Seymour, et al., (2013),
Hartley, et al., (2012) and Glidden, & Natcher (2009) indicated that mothers of children with
disabilities were looking for social support and concerned more about emotions, while
fathers, in return, tend to use avoidance and problem-focused strategies. Understanding
strategies used by parents to cope with stress of caring a child with disability is considered as
a major component of psycho-social support programs, especially if we knew that if parents
depend on negative strategies to cope with stress, levels of stress might be increased, in other
words, different levels of stress in parents of children with disabilities means different

strategies of coping they use (Singer, et al., 2007).

A phenomenological research which explored mothers™ perceptions of effective coping
strategies for their parenting stressors in the North Eastern United States by Heather et.al
(2010), also demonstrated that participation of their spouses in the parenting was critical for
mothers as they split the responsibilities and felt a sense of relief knowing that in their

spouse, they had someone who they could relate to as a significant emotional support.
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Other studies by Gray (2002); Montes, and Halterman (2006); Boyd (2007); Pottie and
Ingram (2008) and Latefa (2014), found that parents of children with autism spectrum
disorder who have a strong social support network demonstrated a greater ability to cope and
adapt to new and challenging situations. Altiere (2009) maintained that mothers were more
likely to report that their family seeks social support during times of crisis than fathers
because it gave them confidence and perception of a low stressed lifestyle. Supporting this
Boyd (2007) reported for mothers, as opposed to fathers, the perceived usefulness and
availability of social support network play a vital role in lessening stress as a result mothers
most often want, and first seek, support from their spouse. Correspondently, according to a
Philippines study by Durban et.al (2012), mothers tend to get closer to the family for support
while the male slowly created distance between him and the family because they do not know
how to handle the situation and sometimes would have the feeling of blaming their wife for
the disability of their child.

Participation in religious organizations was another positive coping strategy (Gray, 2002;
Pauline, 2014). Several families found extensive support from religious organizations and felt
that their spirituality was enhanced because of their situation (Altiere, 2006; Joachim and
Robert, 2012).

The findings from Tiffany (2010), shows that being involved in a Bible study assisted
participants in developing patience, stress management, helped to deal with the obstacles that
come with their child’s autism and in the healing of their child. Similarly, in a study by
Durban et.al (2012), parents were able to find comfort in religion because it can give them
strength to continue to go on with their lives despite the challenges, they face with the extra

burden of taking care of the child with Disability.

Lataf’s (2014) study also showed that positive reappraisal and spirituality are commonly
used coping strategies among Jordanian parents raising a child with autism. As illustrated in
this study the high reporting of the use of positive reappraisal as a coping strategy may be due
to the Jordanian culture where one need to believe in God’s will and pray to bring comfort
and calm. Parents of children with disability have been also found to use positive appraisal
(creating a positive out of a situation) as a coping strategy more frequently while dealing with
the stressful situation of having a child with disability by focusing on personal growth (Nisha
and Susan, 2010).
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A phenomenological study, which explored what meaning does raising a child with disability
have for parents (Kristen, 2008), showed that participants made reference to a number of
positive changes in their lives that is attributed to cope easily with their children’s situation
such as a reevaluation of their general outlook on life such that they had become mentally
stronger; more resilient in the face of stress; and more appreciative of life and the small
things that can make them happy. Consistent with Kristen’s study Altiere (2006), described
conceptualizing the event of raising a child with disability is an integral part of parents’
ability to cope with the struggles they face every day. Parents in this study supposed if they
dwell on a negative attribution of this event, it is likely that they will cope poorly with the
situation Likewise, Sivberg (2002), identified flexibility, problem-solving, patience,
unconditional love and understanding qualities which have enabled them to emerge from the
strain of parenting their children with dignity and resilience.

Bayat’s (2007) survey with 175 parents of children with autism ranging from two to eighteen
years of age provides evidence that, despite extraordinary challenges faced by families of
children with autism, a number of these families show resilience. Bayat determined that
families who demonstrated resilience (the capacity to endure adversity while becoming
stronger and more resourceful as a result) had a greater ability to cope with their child’s
disability. Lori’s (2008) phenomenological study found that when first learning of the
diagnosis parents experienced a sense of loss, grief and faced other negative impacts due to
disability; however, they were able to prevail and overcome their many challenges and their

first step in recovering from their grief was acceptance and understanding.

Research shows that families who have moderate levels of cohesion and adaptability have
higher levels of positive coping (Altiere, 2009). Another study by Lara (2007) found that a
positive attitude and acceptance of the disability were important aspects of getting through
the day for the participant parents which enabled them to find appropriate interventions and
education for their children. Finally, in a Sweden study, Sivberg (2002) concurs that a strong
sense of cohesion and acceptance had a strong stress reducing effect regardless of a severe
life situation as a parent of a child with autism. These parents reported that they developed
their adaptability as they educated themselves and learned new strategies to create a cohesive
family unit which enabled them to adapt to life’s difficult situations.

Information about specific areas of impairment associated with burden of care disability
could also help in designing and implementing appropriate interventions to help parents
understand and cope with the behavior of a child with disability (Bello-Mojeed et.al 2013).
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Harmoniously, more than half of parents reported that information related to resources,
treatment, coping strategies, and prognosis were helpful in Angela’s (2013) study, in terms of
what was the most useful source of information to them, they reported information from
family services workers, local support groups, as well as workshops and early years courses
offered by the support groups were the most helpful sources of information. Lori (2008)
indicated that parents experienced a sense of relief with having knowledge and information
about their child’s specific disability. They demonstrated educating themselves about it
helped them to better understand their children’s behavior and could also plan for the future.
As well Sivberg (2002) and Heather et.al, (2010), suggested that parents need to fully
increase their knowledge about the phenomena of the disability in order to effectively
manage the upbringing of their child because knowledge equals power and can motivate
parents to be the greatest asset to their children understand and cope with the behavior of a
child with a specific disability (Bello-Mojeed et.al 2013) In addition, Murphy and Tierney
(2007), in their study of parent’s need of information and education about Down syndrome in
Ireland consisting 27 mothers and 11 fathers indicated that information was used by parents
in this study to gain a greater sense of control over child and family outcomes. The majority
of parents reported that other parents of children with Down syndrome and the internet were

their greatest sources of information and emotional support.

To summarize, the above literatures clearly indicate that social support, religion, information,
acceptance and adaptability are effective coping mechanisms for parents of children with

disability to better be able deal with the challenges raising their special needs children.

2.10. Theoretical Framework

This study has adopted the Ecological theory (Bronfenbrenner, 1979) as its theoretical
framework. This is mainly because the theory provides explanations on how children
influence and are influenced by the institutions in their environment; and how such
relationship shapes their development. The ecological paradigm, as it explains human
development, can be traced back to Bronfenbrnner's work of 1970's, which looks into a
child’s development within the context of the relationships that exists with their environment
(Bronfenbrenner, 1979). This theory defines complex layers of environmental factors, each
having an effect on a child’s development. The interaction between these factors in the
child’s maturing biology, their immediate family/community environment, and the societal
landscape directs their development and changes or conflict in any one layer will flow

throughout other layers (Catherine, 2011).
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The model also postulates that human development occurs as the person actively and
reciprocally interacts with the various ecological contexts over time which incorporates:
several levels of ecological context; developmental processes or the relations between the
individual and the environment; the person's biological, cognitive, emotional, and behavioral

repertoires and various time dimensions (Behav, 2007).

Ecological theory, as it relates to children with disability, suggests that, in addition to the
direct effects that can occur on a child with disability by interaction with the environment,
there might be indirect effects as interactions among the various levels of the ecologies
themselves can reciprocally and dynamically transform those ecologies (e.g., parents and
providers can affect social policy that then affect the child's more immediate environment
and the child him or herself) (ibid). In other words, the ecological theory considers disability
not just as a physical condition, but one that also highly attached to various social factors,
which impact on how a certain disability is viewed in a society. These social factors
somehow affect family members, various service providers, the immediate community, the

larger society, and culture as well as the child, in a transactional manner.
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CHAPTER THRE: RESEARCH METHODS AND
PROCEDURES

3.1. Introduction

This chapter provides a detail discussion about the type of research design and research
approach employed in this study. Moreover, topics related to description of the study area,
target population, sample size and sampling techniques, methods of data collection, data
collection procedures, methods of data analysis and interpretation as well as explanation

about ethical issues were included.
3.2. Research Design

The qualitative approach was considered appropriate for this study because it provided an in-
depth understanding and a rich description of the participants’ psychological problems
associated with parenting a child with disability (Creswell, 2007). As the purpose of this
study was to investigate psychological and social impacts of having a child with disability
and the coping mechanisms they use to deal with those challenges, qualitative research was
identified as the most appropriate. Qualitative research is suitable when researchers aim to
understand how people experience events, how they make sense of their experiences and to

reflect on their experiences (Deborah, 2012).

Similarly, Joanna and Alison (2006) indicated that qualitative research advances knowledge
through a series of detailed, small-scale studies which embraces how people construct
meaning to a shared understanding, feeling, or perception of a situation. Therefore, a
qualitative design was identified as the most appropriate to meet the research aim of
exploring the meaning, challenges and coping mechanisms inherent in the experiences of
parents of a child with disability. Specifically, the researcher employed phenomenological
research design to guide this thesis in accordance to the research questions because it was
particularly effective at describing how things are experienced firsthand by those involved
(Martyn, 2003).

3.3. Description of the Study Area

The study was conducted in Addis Ababa. It is further narrowed down to focus on parents
who have children with intellectual disabilities and enrolled in CMCC. CMCC was founded
in 1986 to provide children with intellectual as well as physical disabilities education that

commensurate with their specific special needs. Currently, the Center provides support for
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376 children with disabilities (Intellectual disabilities, Autism Spectrum Disorder, Down
syndrome, Deaf/Hearing Impairment, Visual Impairment, Cerebral Pals and Epilepsy), out of
which 265 are male and 111 are female. As a part of its early childhood program, CMCC
offers counselling services for parents. As of 2018, the Center had provided 109
psychotherapeutic help to parents and caregivers. CMCC was chosen for various reasons.
Firstly, it has been serving the population in question for a long time, certainly, longer than
any other centre working on similar issues in Addis Ababa (CMCC Annual Report, 2019). It
has long-standing experiences and rich data on the topic of the present study. Secondly, the
types and severity of disabilities they dealt with were so varied, making it possible to gather
data relating to various disabilities. Thirdly, it was easily accessible for data collection and

verification.
3.4. Target Population

Six parents, 4 mothers and 2 fathers, were considered for the study, on the basis of theoretical
saturation, which dictates the point in data collection where new data no longer bring
additional insights to the research questions and small sample sizes are the norm. All of them
are parents of children with disability receiving support at the Centre and the Centre’s

caregivers were considered as the source population for this study.
3.5. Sample and Ssampling Ttechnique

Sample size in qualitative studies are often determined on the basis of theoretical saturation
(the point in data collection where new data no longer bring additional insights to the research
questions) (Englander, 2012) and small sample sizes are the norm (Collins & Nicolson,
2002). Hence, as noted above, the researcher identified six parents (2 fathers and 4 mothers)
of children with intellectual disability from CMCC who were information rich with respect to
the phenomenon. Inclusion criteria for the study were (a) parents/caregivers who self-
identified as having or caring for a child with intellectual disabilities, (b) parents or caregivers
involved in the day-to-day care of the child with intellectual disabilities, (c) parents or
caregivers of children with intellectual disabilities between the ages of 5 and 12 years. This
age range of 5 to 12 years was settled to narrow the focus of the study and to decrease the
variance that is likely to occur with a wide age range, (d) parents who consented to be

interviewed with audio tape and could speak and understand Amharic or English languages.

The study used a type of non-probability sampling technique called purposive sampling,
whereby participants were chosen carefully ensuring that they meet the selection criteria
described above.
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3.6. Data Collection Methods

In this study, Semi-structured interview and focus group discussion (FGD) were used to
collect data. In qualitative research triangulation (both in terms of method of data collection
and data source) is very important. To this end, interviews and focus groups provided the

depth of information that is useful for this study.
3.6.1. Semi-Structured Interview

For the exploration of the central phenomenon of this research, a semi-structured interview
was deemed most appropriate. This choice was based on the following considerations, as
suggested by (Nohl, 2009):

e The semi-structured interview gave the participants ample time and scope to express
their diverse views and allowed the researcher to react to and follow up on emerging

ideas and unfolding events.

e Results obtained through semi-structured interviews could be compared among each
other since all participants are required to express their views about the same general
themes.

e Semi-structured interviews allowed not only for assessing the participants' opinions,
statements and convictions, they also to elicit narratives about their personal

experiences.

e Anonymity was guaranteed in order to give the participants the opportunity to freely

express their views and encourage them to also address politically delicate issues.

A list of guiding questions was compiled and used to guide the interviews in order to make
sure that all respondents address in the interview process the issues that are of interest for this
study. However, this list was not used for standardizing the data collection procedure, it
merely provided a frame for the discussions and intended to trigger and guide the
respondents’ narratives. The interview included questions that focus on different areas such
as demographic information, challenges and opportunities of having a child with disability,
the psychological problems of parents of children with disabilities and how they cope. Some
of the questions included: How did you feel when you first found out the condition of your
child? What strategies do you use in dealing with stress associated with caring for your child?
Probing questions will be asked where necessary to obtain information, clarify a point, or

expand on ideas. Field notes on the experiences of parents were also made during each
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interview to serve as an audit trail. The interviews were made both at CMCC and at homes of

the participants. Each parent was interviewed on average for 40 minutes.
3.6.2. Focus Group Discussion

Focus group discussion was the second method of data collection in this study. Focus group
discussion aims at collecting high-quality data in a social context (Patton, 2002), which
primarily help understand a specific problem from the viewpoint of the participants of the
research (Khan & Manderson, 1992). Focus group discussion was used for the following two
reasons. Firstly, focus group discussion is a valuable method when the researcher lacks
substantial information about the subjects. Focus group provides “a rich and detailed set of
data about perceptions, thoughts, feelings and impressions of people in their own words”
(Stewart & Shamdasani, 1990, p.140). Secondly, focus groups are predominantly beneficial
when a researcher intends to find out the people’s understanding. Focus group discussion was
conducted to collect basic information from parents to identify psychological problems
associated with parenting a child with disability. It also helped to assure the validity of

information that was collected from semi structured interview
3.7. Data Collection Procedure

The procedure for administering the above method of data collection was systematically
managed by the researcher. First, participants were informed of the study through the CMCC
administrators. Then, initial contacts were made with participants to obtain their voluntarily
agreed consent to participate in the study. Then, participants were contacted by the researcher
via a telephone call with the aid of the CMCC administrators to schedule a meeting at their
own time and convenience. The researcher was has prior experience working with parents of
children with disability. During the interviews, parents were requested to give detailed
descriptions of their experiences relevant to the issues in question. All interviews and FGDs
were conducted in Amharic language, digitally recorded, and last for 30 to 60 minutes to
allow the participants to freely voice their experiences. For FGDs, the parents were directed

to discuss their individual experiences.
3.8. Data Analysis and Interpretation

All interviews and FGD were transcribed verbatim and translated into the English language.
Two people having a minimum qualification of college diploma, with experience in

qualitative research assisted in transcribing the audio recorded data. The transcribed data
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were also reviewed by the researcher to ensure that all the details of the interview are

captured accurately.

The following four steps were followed in analysing the data: (a) familiarization with the
data, (b) generating initial codes and searching for themes, (c) reviewing themes, and (d)
defining and naming themes. First, each transcript was read and reread to get familiar with it
and to identify important quotes and phrases within each transcript. The researcher then
proceeded to make notes from the transcripts documenting similar quotes and phrases. These
notes represent a description of the participants’ experiences and the researchers’
interpretation of the transcripts. Second, coding was done, by labelling and organizing the
transcribed data in such a way that it was possible to identify major themes that could emerge
from the data and the relationships between them. Third, the coded data falling into similar or
related topics were grouped together to form major themes. Finally, the themes were named,
and a thematic network was developed to summarize all the superordinate themes and their

subthemes.
3.9. Ethical Considerations

Before the data collection starts at the site of the study, the researcher obtained formal letter
of permission from the School of Psychology, Addis Ababa University. Participants were
requested to sign a consent form prior to the interview sessions. The consent form provided a
description of the nature of the study. The consent form clearly indicated the voluntary nature
of the study to participants, and their right to withdraw from the study at any time without
any consequence. To ensure confidentiality and anonymity, the researcher created
pseudonyms for participants, and this was used throughout the study. Moreover, permission
was sought and obtained for the interviews to be audiotaped. Participants were not provided
any compensation for participating in the study.
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CHAPTER FOUR: RESULTS

4.1. Introduction

This chapter presents the main research findings obtained from the key informant interviews

and participants’ focus group discussion.

First, the participants’ demographic information was presented. Then, summaries of personal
narratives of the parents, as to how and why they felt the need to have their children
diagnosed, are provided. The third section described the major themes made up of the coded
core topics. The themes were then analyzed in terms of the ecological theory, which this
study has employed as its theoretical framework. Accordingly, the main issues which came
out of the study were categorized under the following five major themes: (a) views and
reactions of parents towards intellectual disabilities; (b) psychological challenges faced by
parents with children with intellectual disabilities; (c) other challenges associated with having
children with intellectual disabilities; and (d) copying strategies by parents of intellectual

disabilities.
4.2. Demographic Data of Participants

Table 1: Demographic data of participants

Type of Age of child Gender of Parent’” Parent’s Parent’s
Diagnosis when child s age educational occupatio
Diagnosed level n
Mother Autism 20 months ~ Male 36 BA degree Marketing
(Genet) Officer
Mother Autism 3 Female 40 High school  Housewife
(Hirut) complete
Mother Cerebral Palsy 5 Female 47 Diploma Housewife
(Selam)
Father Down Syndrome 4 Male 49 High school Owns a
(Solomon) complete business
Father Cerebral palsy 5 Male 43 Diploma Teacher
(Hailu)
Mother Down syndrome 9 Female 38 Iliterate Housewife
(Tsehay)

* Each participant cited has been assigned a pseudonym to protect their identity.

Table 1 above depicted that, out of the total of six parents who took part in the study, four

were female (mother) out of which three of them were married and one was separated. The
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remaining two were male (father), both of them married. Two were below 40 years old and
the rest were between 43 to 52 years of age. Four participants were diploma holders, one
secondary school complete, and the other had a bachelor degree. The study also indicated that
five of the parents were employed (2 self-employed and 3 private organization employees)
and the remaining a housewife. Each six parents had one child with disability (3 males and 3
females). The average age of diagnosis for the participants’ children appeared to be 5.5 years.
Two of the interviewed parents had children with Autism Spectrum Disorder, another two
parents had children with Cerebral palsy and the remaining two parents had children with

Down syndrome.

Table 1: Major Themes and subthemes

Major themes Subthemes

Psychological problems of parents having e Concern about Child’s Future
children with disabilities e Stress from Managing a Child with
Disability
e Relationship Strain
e Disappointment and Sacrifice
¢ Intrapersonal Conflicts

e Being Worried

e Sense of Loneliness

Coping strategies of parents having children e Religion
with disabilities e Educating Oneself about the
Disability

e Social Support
e Acceptance and Appreciating any
Progress the Child Makes

Other Challenges and Opportunities of Having o Effect on Their Family
and Raising a Child with Disability e Reactions of the Community

e Opportunities

Source: Field Survey 2019
4.3. Views and reactions of parents of Children with Intellectual Disabilities

Findings pertaining to each of the major themes identified from the analysis of the data are
presented below with thick descriptions and demonstrative quotes.
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4.3.1. Initial warning Signals and Diagnostic Journey

For the parents having autistic children the first few months with the child were perceived as
completely normal. From the age of 12 months onwards, however, they began to observe
behaviours that made them suspect some type of developmental problem. These warning
signs were of a social (lack of interest for others), communicative (delay or absence of
speech), and/or behavioural (repetitive games, aggressiveness, or lack of flexibility), physical
(unable to crawl, sit or stand) at the expected time. However, these signs were first attributed
as a characteristic of the development of their child. After observing an increase in these
warning signs and their persistence, all the interviewed parents set off on a journey through
the different healthcare specialties in a search of reasons for these initial symptoms. The
following two parents stated their knowledge of initial warning signals and diagnostic
journey as:

| used to label all my child’s behavioural problems as if he was an aggressive

child until he approached 1 year and 8 months but was curious of his

behaviours being way too different than my first child. After wards | took him to

a hospital for his constipation problem and the doctor further suggested that |

take him to a psychiatry hospital where | learnt that my child is Autistic. (Genet
(Female, aged 36).

She usually doesn’t follow instructions unless she is interested. She is still
nonverbal but she understands what she is told. She does not stop manifesting
undesirable behaviours even if | try to control her other times she behaves as if
nobody is around her. She usually screams at, at anybody around her and she
gives less response to playful interactions with others. (Hirut (Female, aged 40)).

For parents having children with cerebral palsy, the experience of pregnancy and labour
varied widely. One parent described physical problems and fears of a possible miscarriage.
The first few months with the child were perceived as completely normal, and parents
described the children as developing appropriately for their age. From the age of 12-18
months, however, they began to observe behaviours that made them suspect some type of
motor disability. These warning signs were sensory, communicative, and intellectual
impairments. However, these signs were first attributed as a particular characteristic of the
development of their child. Two parents stated their knowledge of initial warning signals and
diagnostic journey as:

We began to suspect some sort disability on her by the time she was unable to

sit or stand at the usual age. Finally, when she was one and half year old the

doctor sent us back to Tikur Anbesa Hospital where she was diagnosed with

cerebral palsy, a disability that prohibited her from walking on her own. (Selam
(Female, aged 47)).
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He was a healthy normal child up until he was one-year-old. It was then we
noticed his feet were slightly malformed and he didn’t crawl like other babies.
Perhaps naively we assumed it was something we could be able to fix. We took
him to an orthopaedic clinic, and they didn’t tell us anything crucial. We were
advised to take him to a neurologist, and it was there that we were told that he
had a brain damage.” (Hailu (Male, aged 43)).

Parents of the children with Down syndrome suspected early that their children were late in
almost all of the milestones for their age. While one of the parents thought it was the devil’s
work and can be cured if he treated spiritually, the other parent considered taking her child to
a centre where he can get a special support.
She was late in almost all of her milestones for her age i.e. crawling, sitting,
standing, walking potty-training, and talking and so on. Because of all these

symptoms it was not that much of a surprise for us that she has Down syndrome
we only didn’t know the name of the disorder” (Solomon (Male, aged 49)).

When she was 6 years old, | took her to a government school with her peers.
She was a very friendly and sociable child, and everyone loved her. One of the
teachers suggested that | take her to this centre so that she can get a special
support she needs and it’s been three years since she started getting the service
here. (Tsehay (Female, aged 38)).

4.3.2. Reactions to the Initial Diagnosis

Learning of the diagnosis and hearing the word autism was reported by the parents as a
highly emotional moment. A diagnosis of ASD is perceived with the same intensity as a
death. The word autism signifies the loss of the “healthy” child with whom they had been
living until that moment.
As I didn’t have the certainty, well I didn’t think it was going to be that. But
when they gave me the diagnosis then it did hit me. . . Although it’s not too bad

now, at the time it was as if he had died. It was a blow, as if they had hit me
with stick on the head! It was a very bad shock. (Genet (Female, aged 36).

A lot of sadness, a lot of fear, a terrible fear, to learn that you don’t know where
you're going to end up, and a sadness . . . (She becomes upset). In a way you
suffer the death of your child and you must bury her! You must bury everything
you have in your head, leave it behind! And you have to face a new reality in
which you also have no kind of help; I think we parents are the forgotten ones in
this process. (Hirut (Female, aged 40)).

The ASD diagnosis implied the loss of a life plan as parents and of the future they had
imagined with their child. The diagnosis produced feelings of shock, denial, fear/anxiety,

guilt, sadness, and distress.
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i. Shock and Denial

Shock and denial are strongest immediately after hearing the diagnosis, which is gradually

assimilated over time.

Since she was my first child I don’t know anything about babes let alone a
special need child. After one year and a bit | knew that the child had something,
but of course I took it very badly. (Hirut (Female, aged 40)).

Parents were also shocked by the fact that their child was born with Down syndrome. A 38-
year-old mother described this as “my child has something wrong, but I surely did not think
she had Down Syndrome”. (Teshay, Female, 38).

ii. Fear and Anxiety

Fear and anxiety mainly concern the future development of their children and their fate when
they are no longer there to look after them, worrying whether they will be capable of a
normal independent life.

At those times when I didn’t know what she had’ I felt desperate, desperate to

the point of not being able to carry on and even telling my mother that I now

understand why people throw their children out of the window. (Selam (Female,
aged 47)).

Those early years were difficult. We struggled to create an ordinary family life
while dealing with the extraordinary needs of a especial need child. I always
fear what will happen to her if I am not going to be around? Her Grandmother

once said to me that she wouldn’t keep her for a second if I am not around.
(Hirut (Female, aged 40)).

iii. Guilt
Guilt appeared around the causes of the disorder and their possible implication in its etiology.

Some of the parents blamed themselves for not recognizing the warning signs earlier.

The first thing you think is what have I done wrong? Whose fault is it? Did I do

something to cause this?” “Am I being punished for something I have done?
(Hirut (Female, aged 40)).

iv. Sadness

Sadness and distress were expressed as feelings of emptiness and helplessness. They felt that
they could not improve the situation of the child themselves and lacked the ability or

resources to deal with their child’s disorder or respond appropriately in social situations.

When they told me, I was like well . . . how do | face this now? Or how do I tell
my family or my husband’s family? And when I do, how are they going to react
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and how do they behave around my child afterwards? Well, it has been a
trauma for all everyone. (Selam (Female, aged 47)).

With all this comes grief . . . it’s that you break down, you know? You go
through a terrible emotional stage in which on top of that, not even one
foundation remains standing to carry on, because nothing of what you have
learned will be useful, nothing of what you have. (Genet (Female, aged 36).

A father of a 13-year-old son with cerebral palsy described his sadness during these times of
his life as “I feel sad that all his friends will graduate, will get married and have their own

family but not my child; that makes me so sad.”

4.4. Psychological Challenges Faced by Parents Having Children with Intellectual
Disabilities
The participants spoke of several psychological challenges they endure when raising their

children. Permanent worry and being anxious about their children occurred to be the main
psychological challenge.

4.4.1. Concern about the Child’s Future

Worry over the future of the children as who would care for them when they no longer be
there and what the future would hold for their children appeared to be the major source of
anxiety for all the parents. For instance, one parent explained:
The thought of our child’s future is the main thing that worries and stresses us
permanently. We always think what is going to happen to her when we can’t be

around. Who is going to take care of her when we are not alive? (Solomon
(Male, aged 49)).

And another parent further added,

I know you never heard of a mother wishing her child to be dead before her but
it’s just because I don’t know what, where and how my daughter would be if
something happens to me since. I can’t stand imagining her being afraid and
alone on the streets starving. If sometimes she behaves bad and try to hurt
herself | take control of her, but | think about when | get older, physically, how
am | going to manage her?” (Teshay, Female, 38).

Most of the parents also reported they had to redefine their hopes about their child’s future
after knowing their child is a special needs child but they still hope if their children be
functional and get through all the normal activities that every child goes through. For
example, one father indicated:

Now | hope if he could have a good education and go as far as his abilities can

take him like everybody does, and hold a job. I hope nobody takes advantage of
him because of his disability. So, my main aim now is getting him into school
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with other kids. I hope that one day he will go to a regular school like his peers.
(Hailu (Male, aged 43)).
While talking about the parents concern for their children’s future that was further aggravated
due to their children’s difficult behaviours that are hard to manage. Several other stressors

the parents encountered in accordance to raising a child with disability come along.
4.4.2. Stress from Managing a Child with Intellectual Disability

Most of the parents stated that managing their children’s behaviours can often be challenging
and stressful. For instance, one mother talked about her daughter’s unpredictable tantrums as
challenging saying,

Her unpredictable behaviour is sometimes a challenge. With other disorders

parents can predict what their child’s behaviour is going to be like but with

autism there is no telling about what is going on the child’ mind. | feel

frustrated when | think she has understood what | told him but in the next
minute she does the opposite. (Hirut (Female, aged 40)).

Another mother further talked about how she feels bad when her daughter becomes upset and
injures herself. She said,

Some of the behaviours | consider as challenging. It upsets her when she cat

do things that her peers does easily and she sometimes becomes angry,

screaming, disturbing and banging hear head against the wall which will be
so stressful for me even if it is temporary. (Selam (Female, aged 47)).

She continued explaining how she felt of embarrassed when these difficult behavioural
symptoms are shown by her daughter in front of people and then feeling of guilt for being

embarrassed.

Another mother also described being aware of her child’s developmental disorder will be
there permanently is stressful by itself.

| had been so sad and desperate since | have her to see that she has a disorder

for a lifetime. It’s not that I hate my daughter; I love her more than anything,

but it hits me that that she will not be independent and competent enough as her
peers. (Tsehay (Female, aged 38)).

The parents indicated how hard it is to have a child with disability because it needs huge
amount of time to care for the child that makes it difficult to have time for themselves to do
other things. For instance, one mother said:
I usually not used to attend meetings, weddings and different social activities
because I can’t usually either leave my son at home or take him with me.

Generally, 1 used to have no time at all to myself. | plan everything around my
child. (Genet (Female, aged 36).

44



| Psychological Challenges among Parents of Children with Intellectual Disabilities enrolled in CMCC: Implications for Counseling

And another parent added

Sometimes | spend the whole day busy without a rest running around with her to
control her especially if she is having a bad day. It has been an evolutionary
process because day-to-day life consists of her since she can’t move on her own.
(Selam (Female, aged 47)).

Other parents said that even if they want to have a time of their own leaving their children
home they often worry about leaving their child alone with others for a long period of time
due to their child’s lack of ability to communicate, or physically unable to move by their
own, their difficulty finding and trusting reliable house maids or nannies to let their children
stay with them and their fear that they may be victimized or abused. A mother for instance
spoke of feeling guilty on leaving her child alone with a house maid.

Sometimes | feel guilty spending time away from my child even if it is a must. |

always worry to leave him with the housemaid at home before he entered the

center that he stays at currently for a year. There is a lot of feeling of guilt

leaving a child with a house maid that each mother has but it’s more intense
when you have a child with disability. (Genet (Female, aged 36).

And one father further added,

It is very difficult to leave your child with another person especially when you
have a child with especial need. You might feel like other people may not treat
him well or understands and be patient with him as you. Although we have a
house maid, my wife is a stayed at home mom so she is spending all her time
with our child even though she had help from the house maid. (Hailu (Male,
aged 43)).

4.4.3. Relationship Strain

Parents experienced relationship strain and psychological disharmony or distress. A
commonly expressed emotion was fear. Most of the parents expressed their fears for their
child's safety and the well-being of other children. A mother with an autistic child recalled
how her son was “wild” and destructive when he was younger. She also shared how he left
their home and was almost hit by a car. Another mother with a child who has Down
syndrome also shared her fear that her 14-year-old daughter has no safety awareness and she

may leave the house someday unattended.

Parents identified feelings of anxiety and being overwhelmed as they related the behavioural
issues that limited their social outings, ongoing educational and intervention issues, and
financial worries. Behavioural problems and the ways parents had to modify social and home
activities were identified as “stressful. ” Adding to the stress caused by safety and behaviour

issues, there were financial concerns for the family. Selam, mother of 5-year-old girl pointed:
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I was no longer able to work...sometimes the Center needs an adult to be with
him to manage him since he is not able to move by himself and also they need
parents of the children so that they do what the therapists do at the center when
they went home.

4.4.4. Disappointment and Sacrifice

Although the parents spoke of positive aspects to having children with disability, there were
often disappointing aspects as well. These feelings of disappointment and sacrifice seemed
more obvious as the child with disability aged and as parents coped with revising dreams and
goals for their children while contemplating the future. Unfortunately, disappointment in how
life was “supposed to be” was evident in many narratives. Several of the parents expressed
feelings of sacrifice as the reality of the disability became more apparent and the future
considered. This was particularly true for the parents with older children. Sacrifices were
related to time, socialization, other children, and adjustments in lifestyle. Hirut also stated
that she and her spouse also relinquished their plan to have more children out of fear of
having another child with autism.

We always wanted a big family. Then a woman told me about her two kids with

autism...devastating. I thought, “I can't have any more kids...my kid requires so

much, and we want to give [our other son] the most normal life we can. It's not
fair to have another child. (Hirut (Female, aged 40)).

4.4.5. Intrapersonal Conflicts

Intra-personal conflicts were especially apparent when the parents feel that they had no
control over their child’s health problems and have a disabled and depended child. A mother
stated in this regard: Maybe | have done something wrong sometime; perhaps | have

committed sins and God is taking revenge. | have a twinge conscience ”

In some cases, the parents may also consider themselves as culpable. One father stated: Of

course, I know myself culpable; I shouldn’t have this child at that age.”

When encountering the disability and treatment, the distress and damage to the child during
the treatment (especially in the early years after the disability diagnosis) and a lack of his or
her cooperation with treatment, produces tension in the parents that manifests as nervous
pressure. One of the fathers said: “You don’t believe; those days I was under great nervous

pressure for the disability of the child.” (Hailu (Male, aged 43)).
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4.4.6. Being Worried

Parents’ constant worries include the child’s health and education, how to maintain and
provide care for the child in the future. They did not expect their healthy children or relatives
to care for their special need child in future. Of course, the dependency level of a special need
child is associated with the intensity of the parents’ concern, so that parents of the child
without mental problems and with low physical problems experience less worries. A father
stated:

When we died tomorrow, who will take care of this child; his brother or sister

can't. If he could walk some steps and almost do him daily living activities, we
would have less worry. (Hailu (Male, aged 43)).

4.4.7. Sense of Loneliness

Others’ avoidance and ignorance of the parents’ needs for communication, the absence of a

guide for child care in critical situations, the feeling of being deprived of support in caring for

3 b

and keeping the child all contribute to a ‘‘sense of loneliness,”” especially for parents of
children with severe cerebral palsy. In some cases, the parents experienced a sense of
helplessness by stating that they carry burden on their shoulders, and nobody can help. A
mother said:

Nobody has supported by now, except people in the organization. No one from

our relatives has supported. There’s nobody to take the child’s hands and walk

with her for a few steps. (Selam (Female, aged 47)).
Participants in the FGD discussed a wide variety of negative emotions that parents’
experienced which ranged from mild anger to tiredness and frustration. One of them said that
he recalled one parent, at times she got very angry to the extent that she beat up her child.
Another participant went to the extent of saying:

At times parents feel that it would have been better if they had died: so that the

problems would end. The fact that the child is not developing normally stresses

most parents, and increases their blood pressure, and leads to other health
issues.

One of the participants in the FGD stressed:

There was this time one in which a mother expressed that she is afraid of
getting pregnant again because the curse following her husband might lead her
to give birth to another child with a disability. She told me she doesn’t even
sleep in the same room with her husband. She is afraid of getting pregnant and
getting another child like this one. She has suffered a lot and to make matters
worse her husband does not help her in caring for this one.
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Regarding the psychological problems that parent’s raising a child with disability faces, most
of the participants in the FGD confirmed that women are still the main carers for children and
single motherhood is more common in mothers of children with disabilities as a result of
marital breakdown caused by the birth of the disabled child in the family. One of the social
worker stated:
As an experienced social worker it gives me great pleasure to assert that it is
clearly important to introduce programs that particularly benefit women in
enabling them to more confidently care for their child. It is also important to
design and facilitate group-based psychological inzerventions...wider and more

organized than what we do hear in this centre... which address issues affecting
mainly women.

4.4.8. Other Challenges Associated with Having Children with Intellectual Disabilities

The parents spoke of several challenges in accordance with their daily lives with their
children including the effect on their family, negative reactions from the society and

difficulty finding education, treatment options and support.
4.4.8.1. Effect on Their Family

Some parents referred specifically to how their child’s developmental disability restricted
their attention and time to their other children due to their child with disability needing more
attention as an effect. Other mothers reported some problems with their husbands as a result
of their husband giving less attention for the child with special needs and/or due to
exhaustion and conflict on upbringing a child with disability. In this regard, Hirut reported:

It placed a negative effect on the family. For example, my husband used to be

tired at work because of the fact that we can’t sleep at night because our

daughter had difficulty sleeping and scream a lot at night. There were also lots

of arguments about the child medicines and the costs between me and my
husband. (Hirut (Female, aged 40)).

Selam said:

The full responsibility of taking care of her is on me and this makes me feel
frustrated. Moreover, her friends and cousins sometimes don’t understand her.
They get easily angry when she does something wrong as if she is a normal
child and I feel sorrow deep down inside when they shout at her or beat her
angrily which in turn picks a fight between me and them. (Selam (Female, aged
47)).

4.4.8.2. Views and Reactions of the Society

The findings under this sub-theme were two types as the participants in this study differed in

reporting the types of attitudes and comments they get from the society about their children.
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Half the parents reported sympathy and love from neighbours and community members

towards their children.

People that know me know and love my daughter so much and show countless
sympathy towards her. But I can feel people’s eyes on us, judging us or showing
sympathy. | mean everybody stare at us and stare at her. (Teshay, Female, 38).

The other half of the parents reported that disabilities were regularly regarded by others as a
misfortune, followed by frequently inappropriate behavior from neighbors and society. They
reported being regularly humiliated, stigmatized and negatively stereotyped. A social worker
closely caring a child with a physical disability repeatedly heard the mother expressed her
frustration about how the community treats her due to their misconceptions about disability:

If somebody is going out and meets a person with disabilities, they say — it is

bad luck, | saw the face of a mother having a child with disability...they are

blamed if they are unsuccessful in work; this is the kind of discrimination we

are facing. If they participate in any ceremonies and weddings, they say, ‘please

God help me deliver a healthy child? Everybody will see her and some things
may happen.

Another social worker, remembering the case of a mother having a child with down

syndrome stated:

Her baby was three and half months old. A woman there said to her that it was
pathetic to see a young and progressive mother having a child with disability.
She did not recognize the other woman, but she got very angry. She started
complaining, “Why did I have to be a character of sympathy when everything
was normal? Had the baby been in pain or had it been crying, such comment
would have been meaningful. At the end she returned home without staying
around.

The participants in the focus group discussion stated that due to cultural and social mores,
families and neighbors regularly spoke negatively about sexual desire and ability to conceive
for women who already gave birth to a child with disability. The participants raised the issue
of rights and argued that parents having a child with disabilities have the right to have

children.

The participants in the focus group discussion stated that stigma and ostracism towards

disabled individuals makes it difficult to find someone they can trust who would be willing

and able to provide care for their child as a support hand to parents and grandmothers of the

disabled children as primary care givers. This concern was illustrated in the following quote:
I am really worried about my daughter’s future. We can spend money for her

marriage. But who will marry her? Even if she gets married, she will get badly
treated by her in-laws”. “I’m just worried that, when my daughter grows up,
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she requires different kinds of care which will continue for her life time. I don’t
know how long she will have someone paying for her necessary
requirements...people hesitate to help her in our family other than me. | am
very sure it will continue as long as she survives.

4.4.8.3. Opportunities

When the researcher asked parents about the opportunities of having a child with disability,
almost all of them gave the same answer. That is, it gave them strength. A mother said: It
gave me a whole lot of strength that I didn’t know I had when you don’t have any option
other than to be strong for your child. (Selam (Female, aged 47)).

Another parent said that it gave her different attitudes towards people with disability.

Before having my special need child, / don’t know how to react in front of a
disabled child or person. But know | know how they might feel when the community
looks them differently. (Teshay, Female, 38).

4.5. Coping Strategies of Parents Having Children with Disabilities

Four themes emerged as significant from the parent’s responses with regard to coping

strategies.
45.1. Religion

The mostly commonly used coping mechanism was religion. Some of the parents stated that
they engaged in spiritual beliefs and used spiritual healing methods such as holy water and
prayer to their children and themselves to decrease the developmental problems of their

children and to cope with the challenges they faced. For example, one mother said:

I come from a strong academic background and even if | had expectations for
my child I learned to let that go and appreciate what he is doing and the little
things he is actually getting done after all my devastation. So | began to pray a
lot and | used to drink holy water, let my son drink the holy water too. After
wards God answered my prayer and my son’s constipation has been cured, he
was also able to sleep more than previously. (Genet (Female, aged 36).

Other parents coped through religion as a result of finding people that are going through the
same things and that understands them while they are being involved in a Bible study and

other church programs as another mother of a child with down syndrome indicated;

My stress levels are lower when | go to church on a regular basis and pray. |
am trying to teach my daughter at home by getting advice from a good friend of
mine who also has a child with autism that | met at the church. | have met more
friends at the church who seem to have better understandings in children and
tend not to be judgmental instead they can just act normal with you. (Hirut
(Female, aged 40)).
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4.5.2. Educating Oneself about the Disability

In order to cope with having a child with disability and its associated behavioural or
emotional problems many parents reported that it was important to be educated, know the
facts and gather available information regarding their child’s condition. Some of the parents
told the researcher that the current knowledge they acquire by reading from the internet
helped a lot when it comes to managing their children’s behaviours and teaching them
important skills. For instance, Genet stated:

The fact that | read a lot about this issue gave me knowledge and that

knowledge made me able to accept my sons developmental disorder in a way

that it has already happened and I can’t change it so I shouldn’t blame anyone

and think of all the negative things from it rather than strengthening myself and
control many anxious moments and stressful events. (Genet (Female, aged 36).

And Hailu similarly said,

The additional thing that helped me is reading about how to treat child a with
cerebral palsy on the internet and from other available resources to acquire
knowledge about the disorder and help my son because I think knowledge helps
to relieve stress since it gives directions to deal with the situations that come up.
As a parent | want to take advantage of anything that I could for the benefit of
my child. So | am gathering every information here and there. (Hailu (Male,
aged 43)).

Other parents reported that they use other people (such as other parents of a child with
similar disability) as a great source of information and knowledge to educate
themselves on many aspects of the problem because they have similar experiences or

concerns.

Participants in the FGD opined that pointing out specific areas where parents can obtain
information on disability helped them to adopt more problem-focused coping strategies.
According to the participants, information from television programmes helped parents gain
knowledge on the different aspects of disability, what to expect and how to teach their
children basic skills like hygiene, feeding, safety, and communication. They also stated that it
was through the information from such programmes that parents came to know what causes
disability, thereby debunking the superstitious myth that it is a curse. They expressed that
knowledge from such programmes also helped parents overcome unnecessary shame when in
public with their family member with a learning disability. A social worker had this to say “I
remember that a mother with Autism told her that she has learnt different ways to cope with
her daughter’s condition from a TV program they watched.” A mother has this to say in the

following narrative:
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In our own case, there was a time a TV program did a documentary on families
with such persons. Every member of my family watched that program. This
program was very educative. It helped us realize that we are not alone... that
some families have the same problem...even white people. It was from it that we
now know what to expect and how to teach him activities of daily living.

Adequate knowledge and information from professionals helped families in making the
decision to place the family member with a disability in institutional care.

4.5.3. Social Support

The participants spoke of different kinds of social supports that helped them reduce the
psychological and social challenges they faced related to their children’s disability. Two of
the parents (Genet and Hailu) find the support of the organization their children stay at as an
important social support.
I can say my child has found education at the center since he is being trained in
different skills. The classrooms are excellent. | believe it teaches him
appropriate behavior to situations and appropriate social interaction skills. |

also found other parents who same as me at the center while picking my son up
or while different parent meetings. (Genet (Female, aged 36).

I did not know how I would manage this entire thing without my husband. We
have become organized in the distribution of responsibilities as to who does
what. | have good family supports with my mother-in-law who is capable of
keeping him. If my mother in low is available, she is willing to babysit him.
(Hailu (Male, aged 43)).
The parents reported that having a social support weather from their spouse, extended family
and/or an organization helped them to have a sense of appreciating the smallest steps forward
that their children made, and helped them to accept and normalize their children’s disability

and plan ahead in doing everything for their child in order to provide the best for their

children.

Participants in the FGD indicated that use of social support from friends and professionals
helped. They opined that finding someone to listen to them and giving them words of

encouragement helped. This is demonstrated by the following narrative from a social worker:

Some female Parents whose children with disability are receiving service in this
center are not ashamed to talk to people about their Childs’ condition. They
keep on telling me that at times when they speak to their friends, some of them
are very sympathetic, offering them words of encouragement. Some even give
them addresses of places to visit with their son. It makes them not to feel
isolated.
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4.5.4. Acceptance and Appreciating any Progress the Child Makes

Some of the parents described a process of accepting and adapting to their child’s disability
in order to provide the best life they can for their child for instance, Solomon stated:

Huh (breathing deeply) ... even if my daughter is not necessarily developing at

the rate that other children are, she is doing things easier that led me and my

wife able to cope with things better and get satisfied with every little progress

that our daughter is making because it’s like another difficulty that she has
overcome.

Parents tended to describe how their child’s disability had “defined” their lives. They shared
perceptions of what they appreciated in life and how their families' lives had taken on new
meaning. Their child’s disability was “always on the mind.” When parents described how the
disability affected their families, nearly every parent shared how it defined a life as “the

whole family had respected the disability, not just the child.”

Participants in the FGD described most of the mothers as mothers, wives, educators, and
advocates while caring for their child or adult with a special need. A social worker at CMCC
stated:

In all the years | have worked in this center the mothers acted as the main
caretakers, served as teachers for their children, and educators for family,
friends, other parents, and school personnel. I am not ashamed to tell you that
these mothers assumed a formal role as advocate, seeking employment as a
professional advocate or working with individuals with disabilities, as well as
informally advocating for the needs of their child.
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CHAPTER FIVE: DISCUSSIONS

5.1. Introduction

This chapter discusses the findings presented in the previous chapter on the psychological
problems of raising a child with disability and coping mechanisms. The findings are
discussed in line with the theoretical framework, findings of previous studies in the area and

the socio-cultural context where the study was conducted.
5.2. The Major Reactions of Parents during the Time of Their Children’s Diagnosis

It was found that the parents similarly displayed a range of emotions following the diagnosis
as a reaction. These include despair, sadness, shock, confusion and/or feelings of loss,

sorrow, shock and feeling of loss.

This finding is consistent with many studies across the world which found feelings of despair,
sadness, or being overwhelmed by parents upon first hearing of their children’s diagnosis and
a period of bereavement associated with those feelings (Angela, 2013 and Lindsey &
Roberta, 2013).

The parents reported that they knew very little before they made the diagnosis for their
children and this lack of knowledge was one contributor for the encountered difficulties
including feeling of loss of a child and denial while learning that their children have a
developmental problem. Other studies (e.g., Ashely, 2012; Maggie, 2010; Anthony, 2009;
Murphy & Tienery, 2007) also found parents were extremely limited in their understanding
of the disorder and this lack of knowledge by parents led to initial reactions of denial, fear,

and shock.

The participants also indicated that they were on their own to educate themselves about
different aspects of the developmental disorder including intervention options because they
were not fully empowered with information about the respective disability by the
professionals. Further, all the participants reported that they received very little or no support
from the professionals at the hospitals or clinics from where they received diagnosis both
before and after the time of the diagnosis, and reported a lack of useful information, direction

or guidance.

This is in line with what was reported by other studies (e.g., Gona et al., 2010; Joachim &
Robert, 2012) that found parents being dissatisfied with the quantity and quality of
information available to them following the diagnosis and the service offered to parents
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during the diagnosis of their children by professionals was inadequate, and sometimes

manifested insensitivity.

Bello-Mojeed et al. (2013), consistently argued that this lack of information and
unsatisfactory service during the diagnosis of children with disability may be due to lack of

or inadequate knowledge about the disorder of primary health care workers in Africa

because they do not routinely undergo training in developmental disorders such as Autism

spectrum disorder.

Consequently, the parents demonstrated that on their way of educating themselves about the
disability due to the lack of information and guidance after they learnt their children’s
conditions, they begun to be changed positively as a person and as a parent. Most of parents
mentioned that having a child with disability changed them positively in which they become
tolerant, patient, being less judgmental and sympathetic for other people and appreciative of
little things over life. In some cases, participants also described that their experiences with
their child had increased the level of closeness on their family which emerged the theme

being personally changed as a result of children’s diagnosis.

This is similar with (Bayat, 2007; Kirsten, 2008; Maggie, 2010 and Angela, 2013) where all
found parents” increased level of tolerance, patience, improved assertiveness, being less
judgmental of other people, redefining their priorities in life, or taking joy in the small
victories of everyday life and strengthened relationships between family members working
together as a result of having and raising a child with disabilities.

Finally, the researcher wanted to know the parent’s hypothetical believes about the cause of
their children’s developmental disorder before moving to discuss questions under the next
research question. Nearly all the parents thought as they have been chosen by God to have a
special needs child as their explanation for the cause of their children’s special needs because
they didn’t do anything wrong during their pregnancy time, during and after birth that can be
considered as a threat to the fetus or the infant except one mother that differently reported her

child’s disorder could be a result of her age being late to have a child.

This finding is consistent with the findings of Chernet and Opdal, (2007) that shows most of
the parents in their study attributed the cause of the children’s disability to God. However,
this finding contradicts with the western studies (e.g., Russell & Norwich, 2011) from the
United Kingdom, (Altiere, 2006) in United States, (Shaked & Bilu, 2006) in Israel where the
majority of parents agreed with the scientific findings that to this date no one has discovered

55



Psychological Challenges among Parents of Children with Intellectual Disabilities enrolled in CMCC: Implications for Counseling

an exact cause of autism but either genetic or environmental causes including labor
complications, problematic infant immunization, genetic inheritance, viral infection during
pregnancy, head trauma and organic defect in the brain as causes for their children’s

developmental disability.

This finding also contrasts with the many African studies such as Anthony’s (2009), that
provided a look at the understanding of disability generally in Ghana, mothers were to blame
by themselves or others for their child’s disorder either by not providing quality prenatal care,
a failed abortion attempt involving ingestion of tonics and experiencing some illness or

accident during the course of their pregnancy.

Joachim and Robert’s (2012), study is also another African study from Zambia that
contradicts with the current finding of this study by stating that several families reported the
cause of their child’s disability was witchcraft or gap of traditional cultural taboos. Gona et
al., (2010), from Kenya also stated that parents reported the disability of their children is

associated with evil spirits, punishment from God or witchcraft.

With regard to the theoretical framework in supporting the first research question Ecological
theory has implications for an understanding of the nature of intellectual disability and the
manner to structure the services. Such services include the process of diagnosis by stating
human development, including that of persons with intellectual disability occurs in the
context of multiple dynamic transactional systems, with both immediate and more remote
environments affecting the individual with the disability. The diagnostic services, therefore,
should be tailored to sort out, understand, construct, and control the transactions among those
environments for the ultimate benefit of children with disability and their families. According
to ecological theory professionals that make the diagnosis process should consider the
parents™ feelings and provide them enough information support and counseling to reduce
their difficult reaction of hearing the results, to increase their acceptance of the disorder and
to make them take action quickly. To do so, based on the results of the assessments during
the diagnosis, referrals should be made to early intervention services, school districts, other
medical service providers and parent supporting organizations as appropriate to initiate

services between the child and the multiple ecological levels that affect the child.

5.3. The Psychological Challenges Faced by Parents Raising a Child with Intellectual
Disability

The parents spoke of several psychological challenges they endure when raising their

children. Thus, permanent worry about their child’s future occurred to be the main
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psychological challenge as who would care for their child when they no longer can be there
for them and what the future would hold for their child. This is consistent with findings in
other similar studies (e.g., Paul, 2001; Gray, 2002; Murphy and Tierney, 2007; Bayat, 2007;
Kristen, 2008; Angela, 2013).

Other studies also established that parents appear to be the most affected to experience
conflicting emotions over the permanency of their child’s condition (Aadil et al., 2014;
Kourkoutas et.al, 2012; Michelle, 2007; Maggie, 2010).

It has been found that parent’s face higher level of strain related directly to their child’s
behavioral manifestations in managing a child with disability which in some cases resulted
into parents getting frustrated and exhausted. Further the respondents reported that they felt
continuous sorrow being aware of their child’s developmental disorder will be there
permanently. This finding is similar with several other studies (such as Gray, 2002) which
found that parents who were the most distressed were those whose children were aggressive

and/or severely obsessive (Abbeduto et.al, 2004)

Further, several studies (e.g., Susan, 2008; Kirsten, 2008; Bello- Mojeed et al, 2013; Lindsey
& Roberta, 2013; Lori 2008; Aadil et.al., 2014) found that parents reported stress due to the
fact that their child was much harder to care for than most children his or her age. These
studies also noted that parents would reported their children often have behavioral issues,
tantrums, screaming, physical violence toward themselves and others, unable to move on
their own and helping themselves i.e. dressing, feeding, toileting and more behaviors
associated with the disorder made parents of children with disability face extreme challenges

daily in dealing with the behavioral problems associated with the disorder.

Parents also reported being busy with everyday routines and not being able to find reliable
house maids or nannies for their children. This is similar with findings of many other studies
(such as Meirsschaut, Roeyers and Warreyn, 2011) which reported that there was little time
left for personal activities or outings by parents that care for disabled children. Gona et al.,
(2010), also indicated even if parents needed time to attend to community obligations most of
their time was spent on the child with a disability.

Moreover, Aadil et al., (2014) found feelings of loss of control of personal life by mothers as
another important factor associated with parental stress in families of children with disability.
Angela, (2013) found parents having busy daily living that included managing their child’s
challenging behaviors, acting as their child’s therapist or teacher which make it hard for them
to have time and think about their own needs.
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The above finding is also supported by the theoretical framework since the ecological model
takes into account the way in which the interactions between a child with disability and
his/her parents produce reciprocal responses that shape the overall psychological wellbeing of
both the parents and the child. Furthermore, the model states that the behavior of a child will
have an effect on the behavior of parents, friends, child care staff, etc. Besides, other’s
behaviors will affect the child, therefore, a child displaying a disruptive or aggressive
behavior like a child with autism is more likely to elicit restrictive or aggressive parenting
behavior which lead to feelings of guilt and stress, while a friendly and attentive child is more
likely to evoke positive reactions from the parents and the environment as well (Sameroff and
Fiese, 2000).

5.4. The Social Challenges and Opportunities of Having and Raising a Child with
Intellectual Disability

The parents spoke of several social challenges in accordance with their daily lives with their
child with disability including the effect on their family. Some parents referred specifically to
how their child’s disability restricted their attention and time to their other children due to

their child with disability needing more attention as an effect.

This finding is similar with Ashley (2012) which found that raising a child with disability
impacted the relationship of parents with their other children due to the children with
disability needing more attention. Meirsschaut et al. (2011) also stated that having a child
with disability could impair family functioning in several ways including giving more
attention to the special needs child which reduced the tendency of families to do normal or

spontaneous family activities.

The other finding under this theme was the participants experiencing some problems with
their spouses as a result of their husband giving less attention for the child with special needs
and/or due to exhaustion and conflicts on upbringing a child with disability. Consistent with
this finding Joachim and Robert, (2012) reported marital conflicts emerged which included
separations and fighting. All mothers in their study said they were greatly affected due to
conflicts with their spouses related to the extreme demands on time and energy on parents

and believed that their husbands have not fully accepted the child’s condition.

Aadil et al, (2014) also found that family members of children with disability are often
perceived to experience adverse effects on marital adjustments, sibling relationships and daily
family routines. Maggie (2010) revealed participants felt some kind of an impact that are far

from positive on their relationship with spouses due their child's diagnosis.
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Parents also emphasized how the society views their child’s disability. . The findings under
this theme were two types as the participants in this study differed in reporting the types of
attitudes and comments they get from the society about their children. Half the parents
reported sympathy and love from neighbors and community members towards their child that
are similar with Murphy and Tienery (2007) that reported sympathy was extended to the
parents of children with disability from different members of society. However, the other half
of the parents talked about how lack of understanding from the public gave them a hard time
and how being negatively evaluated by people around made them feel judged and stigmatized

over time.

Other many studies are consistent with the current finding (e.g., Meirsschaut et al., 2011;
Paul, 2001; Aadil et al, 2014; Angela, 2013; Heather et.al, 2010; Joachim & Robert, 2012
and Lindsey and Roberta, 2013). Participants complained about the lack of understanding of
their child’s disability from the society and the unsympathetic comments from the general
public made them feel being negatively evaluated, judged and isolated by people around

them.

Moreover, Bakare et al., (2008); Bello-Mojeed et al., (2013); African Network for the
Prevention and Protection Against Child Abuse and Neglect (ANPPCAN), (2007) not only
found a very low level of knowledge and awareness about many disabilities among the
general population, but a low to average level of understanding among health care workers in
Nigeria which lead to negative attitude, avoidance, rejection, as well as negative comments.
Similarly, studies in Ethiopia (Lewis, 2009 and Getnet, 2013) found that attitudes towards
people with developmental disability and their parents in Ethiopia are still characterized by

stereotypes and prejudice

In addition, all of the parents similarly mentioned how difficult it was to find education and
other support for their child to socialize them with their peers. Many parents also stated
challenges related to finding treatment options other than medications commonly prescribed
to children following their diagnosis that led to the appearance of the theme difficulty finding

education, treatment and support for their children.

This finding shows the lack of access to educational opportunities and other childcare
facilities and intervention services in Ethiopia similar with UNICEF's (2009), estimation that
98 percent of children with disabilities in Ethiopia have no access to school or vocational
training. Further, Lewis (2009) have an estimated number of 1.7 to 3.4 million school-age

children with special needs, less than 1% of them have access to education in the country.
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Lewis (2009), also attributed that disabled children do not go to school because teachers are
not patient with them in the mainstream schools and fellow students do not understand their
difficulties; while in the special school system there are too few schools, which are too far

from home mostly confined to urban areas and have long waiting lists.

Studies from other African countries (Bakare & Munir, 2011a and Bello-Mojeed et al, 2011)
from Nigeria; (Joachim and Robert, 2012) from Zambia; (Lara, 2007) from South Africa and
(Anthony, 2009) also support the current finding. Quality intervention services, child care
facilities, and education are far from satisfactory and African children with developmental

disabilities are seriously underserved compared with western countries.

In relation to the challenge the parents face, parents reported that they were even obligated to
quit their jobs to manage their child. Ashely, (2012) similarly found participant’s career was
definitely impacted the most as they reported being fired from several jobs or having to give
up their career to care for their child at home. Consistently, McCabe (2007) and Gray (2002)
described many parents and mothers in particular, found themselves changing their work
habits in order to better meet their child’s needs in many cases by either not working at all or

restricted their working hours and/or type of employment.

5.5. Coping Mechanisms used by the Parents Having Children with Intellectual
Disabilities

The most common coping mechanism parents use is religion. Some of the parents stated that
they engaged in spiritual beliefs and used spiritual healing methods such as holy water and
prayer to their children and themselves to decrease the developmental problems of their
children and to decrease the stress of themselves that came from managing their children.
Other parents coped through religion as a result of finding people that are going through the
same things as them and that understands them while they are being involved in a Bible study

and other church programs.

The finding is consistent with Gray (2006) that reported parents cited religion as a coping
strategy remained the same over time from his initial study (Gray, 1994), the parents in this
study may have found it more important to acknowledge the permanence of their child’s
disability and find a way of thinking about it that will put it into a meaningful perspective
through religion. Accordingly, Gona et al. (2010) and Joachim and Robert (2012) found that
when parents found themselves in a state of helplessness, they engaged in spiritual beliefs as
faith and belief in God plays an important role in reduction of stress for parents with disabled
children.
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It was also constant with other studies (e.g., Durban and Rodriguez, 2012; Latafa, 2014;
Bayat, 2007; Pauline, 2014 and Tiffany, 2010) which testified parents were able to find
solace in religion and being involved in a Bible study because it can give them strength to
continue to go on with their lives despite the challenges they face with the extra burden of
taking care of the child with disability and as in their case the church members offered

emotional support.

In accordance with religion in order to cope with having a child with disability and its
associated behavioral and physical problems many parents secondly reflected that it was
important to be informed and educated about the facts regarding their child’s condition which
led to the existence of another theme under the fourth research question which is educating

oneself about the problem.

Some of the parents told the researcher that the current knowledge they acquire by reading
from the internet and books helped a lot when it comes to managing their children’s
behaviors and teaching them important skills. Other parents reported other people such as
other parents of a child with the same problem as a great source of information and
knowledge to educate themselves on many aspects of the disability because they have similar

experiences.

Comparable with the current study (Murphy and Tienery, 2007) found that to cope with
associated problems of having a child with disability parents valued the information from a
variety of sources including internet and other parents of children with the same problem; and
(Heather et.al, 2010) stated that participants in their study found their own knowledge as the

key to their being a successful advocate for their children.

Moreover, (Hossein et.al, 2013 and Kirsten, 2008) both similarly stated that parent’s
education significantly can predict the level of parent’s empowerment and participants
acknowledged the value of learning from other parents as part of being able to get on with
things. In relation to talking about other parents as a source of information the parents and the
researcher come to discuss about the kinds of social support the participants got from
spouses, family members, extended families and organizations and to what extent they
helped. Some of the parents reported the support of the organization their children stays at as
important because their children’s stay there gave them relief from the busy days they had in
managing them, made them able to turn back to work and give them the opportunity to meet
other parents that also has children with the same problems.
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Similarly, Angela (2013), indicated that parents reported finding the Jamaica Autism Support
Association (JASA) to be a significant source of support to them in raising their child and to
have the opportunity to connect with other parents raising a child on the spectrum through a
support group or parent connection network at the center. Gray, (2006) also demonstrated
that participants reported the child’s attendance at a center provided daily respite for them
and the opportunity to make use of the counseling services provided by the staff social

workers.

Bayat (2007) indicated the most useful source of formal support for the participant parents
seems to be parent support groups, where they feel free to discuss their concerns about

rearing a child with disability without fear of being inspected.

Spousal support and support from extended families was also other types of social support
found to be helpful in the current study similar with other studies such as (Heather et.al, 2010
and Boyd & Mancil, 2009) that indicated parents found the participation of their spouses in
the parenting and care coordination activities associated with raising a child with disability as

critical.

Further, similar with this thesis (Pauline, 2014) reported Help from extended family support
as another important coping mechanism; and (Latafa, 2014) indicated the extended family
system in the traditional Arab cultures was found to significantly help individuals that care

for children with disability deal with their life stressors.

The parents finally reported having a social support weather it is from their spouse, extended
family and/or an organization was the one contributor for them to have a sense of
appreciating the smallest steps forward that their children made, accept, normalize their
children’s special need and plan ahead in order to provide the best for their children which

emerged the last theme acceptance and appreciating any progress the child makes.

Similar with this finding a study by (Heather et.al, 2010) indicated parents described that it is
effective to set routines and a plan schedules because the busy schedule and the tendency of
their child to have outbursts or tantrums when routines were altered, required continual
planning. (Kirsten’s, 2008) findings also stated participants described a process of accepting
and adapting to their child’s disability in order to provide the best life they can for their child
and acceptance and normalization is an important part of these parents experience that
facilitated their ability to cope with their child’s disability. Further, (Lindsey and Roberta,
2013 And Lori, 2008) indicated parents used acceptance to positive personal development
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and empowering that directed them to concentrate on learning new skills such as research and

advocacy.

The theoretical framework supports the findings under the mentioned last research question
since it postulates parenting successes occur when proper social supports are in place at the
micro-, meso, and macro-levels such as extended families in the micro system and support
from other organizations in the meso system as reported by the participants in this study
which is the third theme.

Moreover, many of the parents’ responses inform religion as a significant coping mechanism
as the interaction between the parents of children with disability as a microsystem and the
community at churches as another microsystem had impacted the participants on dealing with
some of the challenges they reported previously which makes religious coping the

mesosystem level of impact.

Generally, Ecological theory recognizes that community agencies and institutions should
assist families of children with special needs, not just children alone. Furthermore, churches,
mosques, and other religious communities have a responsibility to help maintain positive
relationships in the community, particularly with those that have a child with disability
because according to this study, families of children with disability who receive support from

their religious community experience an increased ability to cope and lower levels of stress.
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CHAPTER SIX: SUMMARY, CONCLUSION AND
RECOMMENDATIONS

6.1. Introduction

This chapter provides a summary of the whole thesis focusing on the background and purpose
of the study, the methods employed and the major findings. Having a child with intellectual
disability would certainly impact not only the individual with the condition, but the parents
and a society as well. The impact of having a child on parents and a family has been
extensively studied in many countries. These studies have shed light on theoretical and
practical aspects of the challenges faced by parents of children with intellectual disabilities.
Such information has in turn been utilized to devise support systems for parents in question.

In Ethiopia, the situation of parents who have children with disabilities is not well studied and
understood. Due mainly to lack of adequate information, it has not been possible that the
complex challenges faced by these parents are given due attention by all concerned. This
study therefore aimed at describing the psychological challenges that parents with intellectual
disabilities go through. The study also tried to examine other types of challenges faced and

strategies used by these parents to cope with their problems.

The study took a qualitative research design, gathering data from six parents of children with
intellectual disabilities enrolled at a center for Mentally Challenged Children. Data were
collected through semi-structured interviews and focus group discussions. The data then
analyzed with qualitative data analysis approaches, and interpreted using Bronfenbrenner’s

Ecological Theory (1979).
6.2. Summary of Key Findings

The results of the present study showed that psychological challenges of the studied parents
with intellectual disability generally begin right from the moment they noticed that their
children have issues. They then go through various psychologically painful stages, as they
learn about the diagnosis of their children with intellectual disability. Common negative
reaction reported by the parents include: shock and denial, fear and anxiety, guilt, sadness,
etc. The psychological impacts would not fade away once they learn about their children’s
condition, but manifest themselves afterwards as well. Parents reported that they constantly
would worry about the future lives of their children; that they were stressed in managing their

children, that the fact that they have a child with intellectual disability would negative impact
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on their relationship with their marriage partners. They also reported that they would go

through conflicts with themselves, lowliness and anxiety, among others.

The parents also reported that, due to lack of awareness of intellectual disabilities and
associated stigma, they would further be psychologically affected, as a result of the society’s
negative reactions. The parents also noted that having a child with intellectual disabilities
would also have direct or indirect impact on the economic wellbeing of a family, would in
turn lead to further stress. They noted that they were not deprived of adequate information to
help them better handle their challenges; nor are they have access to quality care and support
systems. Getting education and other social services was also noted by the parents as added

challenge.

The parents also stated that they employed various copying mechanisms to deal with these
complex challenges, which include, appealing to the supernatural power for mercy/healing,
educating themselves, seeking out social services, and accepting the challenges and dealing

with them.
6.3. Conclusion

Learning that one child has an intellectual disability is certainly not an easy thing for anyone
to face, and it is only natural if parent experience all the stated challenges in a country like
Ethiopia, where no adequate societal and structural supports are available. Although this
study took a small sample size, the findings are very much indicative of the wide range of
complex psychological and other types of challenges that parents of children with intellectual
disability face in Ethiopia. With increased awareness of intellectual disabilities and the
impacts they have on the individuals, their parents/families and their society, a great deal of
burden can be lifted from parents’ shoulder. This leads to the next section which outlines
some of the recommendations extracted from this study.

6.4. Recommendations

The finds of this study, with all its limitations and delimitations, suggest the following

recommendations:

e Counseling should be warranted in the time after initial diagnosis and follow up that
contain valuable information in terms of coping strategies for parents, accessible
services, and links for supports both within the community and professional

organizations.
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e It can be important for clinicians to ensure that they ascertain parents understanding
of the disability when giving a diagnosis and consider preparing parents for the

possibility of the special needs as a diagnosis during the assessment period.

e The health centers need to have a Counseling and educational unit to provide
information about resources available, ways to improve coping strategies, and
treatment options. This creates better outcomes for the parents and the family as a
whole: parents, other siblings, and the child with the disability.

e A variety of services are needed from educational, health care and social policies that
address the comprehensive burden of children with intellectual disability and their

parents.

e |t is important that federal policy makers understand and determine the most
appropriate programs and equal access to education and intervention services to all

individuals with any kind of disability and their family.

e Recommended interventions for children with disability should both remediate the
characteristics of the disability in the child to help parents address behavior or
physical management concerns at home and community, and ways to cope with their
children’s behavioral difficulties and interventions that can alleviate the stress level of

parents by providing access to sources of social support and parent training programs.

e |t is important to establish parent support groups, or group counseling which are an

effective means of formal support for parents of children with intellectual disability.

e Parent training programs also may be another strategy for managing the challenges for

these parents of children with intellectual disability.

e It is also important to improve the level of awareness of the public of intellectual
disabilities and the complex challenges that come with them;

e Further research into the matter is also needed to improve understanding and guide

practice.
6.5. Implication for Family counseling

Counseling is of significant benefit to parents and families caring for a child with complex
disabilities and is vitally important to the psychosocial functioning of the family unit. The
researcher recommends that counseling services at the healthcare setting should focus on the

psychosocial needs of the parent and not only the needs of the patient (child) who has
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intellectual disabilities. The center’s social workers could render these services to parents of
children with intellectual disabilities. Counseling should focus on maternal self-esteem,
parenting stress, guilt, anxiety and depression, relationship within the family and social
support, amongst other things. Counseling could assist with adapting to difficulties in caring
for children with intellectual disabilities. It could also provide emotional and informational
support which is required to assist parents to come to terms with the child’s disabilities. The
stresses of the parents would be decreased if counseling services are in place. It is

recommended that parents are routinely referred to social workers for counseling services.

Continuing support from healthcare service providers in the community is vitally important to
the well-being of the parents. Social workers at CMCC should assist parents in identifying
and using available community-based professional resources such as doctors, nurses, social
workers, occupational therapists, physiotherapists, clinical psychologists and community
organizations, especially the latter, as all the professionals are likely to be in private practice

and therefore not affordable to people who are unemployed.

It is recommended that family support should be provided immediately from the diagnostic
stage, when the child’s intellectual disabilities are confirmed. It would be useful to provide
therapeutic services on an individual-, family- or even peer-group- basis, and within their
communities where possible. These services could include parenting programmes, peer
support groups and individual counseling. They would enhance social functioning of the
family unit and give families the opportunity to share their problems with other families to
help each other overcome the stressors they experience. The process of coping can be
improved by sharing problems with others, who can provide unconditional support and,

possibly, a resolution to some of the problems.
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Appendix Al: Amharic Version Interview Guide

1. AEP AR AT8ANT AdRERLP 9, A Par¢ 9T INC P+HATHPF
e &%

e UH7

o AR@MF® AODPNA AOFIL

o AR‘T

2. AZPFTALALT POMIRT PATANTE FoIC hA
o TP F (NA AB. PDLLTF Ui A6k 19)

e *F8C AL PTMLMC FoIC

o OAMATIT

o ALNT MROr$Y

o NFHYF AR AT

o« PNCH

e /N

3. AEPTALALT PIMIPT FoIC

o NtANAL PAD- +60F

e MUNLP +60F

e T8C AL PA +60F

e NATI¢ AATDSP

o AN @Mt

o NATI4 AATDP

4. PIMA™R MINE 11C L 10

e AYTFIT MMINC

e NFe74 aoag(

o +MAAL FOC PADT APLST

5. PIMA®™-7 FoCF AAPOMT e+MPIPANTFO- ADF72F Nk
o MUNLP £

e ULMFPHT

o ®CMITF

o  NAF94 AdNT MA+TC

o  T9¢7 ®$NA AT TITA AD-MTFT MO FFF

80



Psychological Challenges among Parents of Children with Intellectual Disabilities enrolled in CMCC: Implications for Counseling

Appendix A2: English Version Interview Guide
1. What was your reaction to the first diagnosis?
o Grief
e Shame and embarrassment
e Blaming the spouse or
e Denial
e Anger
e Acceptance
2. What were the psychological problems you faced during raising your child?
e Stress
e Anxiety
e Depression
3. What were the major challenges you faced during raising your child?
e Social challenge
e Economic challenges
e Stress on marriage
e Burden for child care
e Lack of knowledge about the disability
4. What were the opportunities you gain during raising your child?
e Strengthens parental relationship
e Learning from experience
e Opportunities to support others with similar situations
5. What were the coping strategies you used to overcome some of the challenges?
e Social support
e Coping through religion
e Resilience and Acceptance
e Avoidance of the situation
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Appendix B1: Amharic Version Consent form

St M ANAAL: NARN ANN RLACHE NO-TAA T ARNAE PLUL FoLP +TI¢ 175::2U
$A MLP PAQL/Nt ABP AL NAM- ARA 9oR1PF NACH AS NFBC AICP AL
PAMLM APIFRID 1 AAFPR +BO0FPT NA ATHUT +HOFPT ATIA& P+meanFo-
HE&PF N NAed® +6F M PHET M MAS AL ATLMNLF ATIRNTT 10

2U ®TF NG+ ATLA+TE DAST AAAT +APANL MAST 18R ATLARANFFD- P+A LR
+2MT AT AMPAL ATRUNZAMNT NA +APR ARAT IC NATLSTS AST AT N+ANFTFa-
@A NATLMS BTPT NTUNZAN PTRLECANTET +60F T84T AL NATLL M
+HOF AT8 IR ATHUY HOOFPT AMPRLID AATY L/ NHALE DTHT NATTT @MY
HE&PF P+AA AD$F AT PLFM N P+HAA NHANR 97 T1F AT +8C A18.FLTFO-
ATIEZA PaHA: NALTIT® NHU MG @AM ATIA+ES DAL P+1ABM-T PAg+Y GAMY
T etm PPA MLRT AHU DTF NAT AT8UPT NA™X L PLATT ATRADAN ( $RF
NAPIPE 9oAIT APPLNN A CBMLET ATRADAN PA9LIL8. ADPRYF NPA BMLd
N&FIe P1 PUNA AR $A BME:T ATIRLM NEAT T4 NA™f PARTFA AOPRY A8 9P
AMESPT MmPEPT FhhA MLI® Fhhd PALYT AN ATLAAT PMPEPE GAMY
PACNPTY +RNC ATDE NF MUY A746 ADSAU=LU $A TPMELSP NATE AGT ANN
A1 A%t NAAA Bed ALE PIFAT NPA PMER MPF AT8IL IAR MLI® JoF+
PMLAM MPRPTF ATE ATLMTA NPLML ALADN £UTY DTT ACNP NTALAM-T A°LE
AR +aOCHE NO& PACNP N9° PAILMPN ARPRIT PaRyelF do/B Na™A NALAMC
ATRTMEPH ATRUI® NG+ MOMTPP NBA PAMT d°LE d>k Nk AR M4
REITMAP FADH:

POAL LLCTY —mmmmmmmemmmem e -- N - R
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Appendix B2: English Version Consent Form

My name is Nati Gebre. | am a counseling psychology graduate student at the Addis Ababa
University. You are chosen to do this interview to see if your child’s disability caused any
Psychological or other challenges and if so to also see what kind of coping mechanism you

used to overcome those challenges.

This study provides the participant and also other parents with similar situations the
opportunity to learn more about the impact of having a child with disability on parents and
their families, the challenges they face from the society, the impact on their marriage and the
effective coping mechanisms. And this helps them to better understand the problem and to
have better family relationship and marriage. Therefore, thank you for your willingness to
participate in this study and to fully understand the purpose of the interview as a resource for
this study, I would like to let you know that you are not obligated to answer the questions and
have the right to withdraw from the interview at any time. Since the purpose of the questions
is simply to know your experience, i want you to know that there is no right or wrong answer.
This interview can take from an hour to an hour and half, and there might be some personal
or uncomfortable questions during the interview. As | write this study based on the
information you haven give me, your name and story will remain anonymous, and | assure

you after | finished the project everything will be deleted.

Parents Signature ---------=-=--=-=-=------ Date -----mmmmmm e
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Appendix C1: English Version Focus Group Discussion Guide for Parents

1. What were the psychological problems you faced during raising your child?

2. Social Challenges you faced while raising your child?

3. What kind of coping Mechanisms did you use to overcome those challenges?
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Appendix C2: English Version Focus Group Discussion Guide for Social workers

1. What are the major psychological challenges you see on parents?

2. Social Challenges they faced while raising their child?

3. What kind of coping Mechanisms did they use to overcome those challenges?
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Appendix D1: Amharic Version Focus Group Discussion Guide for Parents:

1. AEPTT ALALT PIMIF PNTANTR F9IC hA

2. AEPTALALT PIMIPPT MUNLP FoIC

3. PIMAMm-TY Fo°F ACPMMF P+mea-F any7e N
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Appendix D2: Amharic Version Focus Group Discussion Guide for Social workers:

1. NOAET AL P PN+M-AFD Ny ANTP +8OFPPT o127 TFm-

2. AERFF@TALALT PIMF® TQUNLP +6O0FPF

3. DAL PIASTFMT +60FPTF ACPDdM*T P+MPa-NFm- a2+
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