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ABSTRACT
Rehabilitation services for children with developmental disability determine the interventions

chosen by a multidisciplinary team with involvement of parents. Most of the needs for
rehabilitation go unfulfilled in countries with low and moderate incomes, and more than half
of those who need rehabilitation treatments do not receive them in Ethiopia. The purpose of
the study was to examine the role of parents of children with developmental for the
effectiveness of center-based rehabilitation services. Qualitative approach was applied a
phenomenological design to conduct the study. The study was conducted at Addis Guzo
Center wich wich is located in Addis Ababa, Lideta Su-city. Observation, interviews and
document analysis were used to collect data. Fourteen parents of children with
developmental disability were purposively selected as the study participants. The data was
analyzed by categorizing the data into four thematic areas. The study findings showed that
parents were not initially aware of their responsibilities and roles in providing rehabilitation
services; however, the professional support and awareness-raising services that the
professionals of the center provided for them encouraged their active involvement.
Additionally, the study findings identified that rehabilitation services play critical roles in
supporting children with developmental disability, and the involvements of parents in the
process of rehabilitating children with developmental disability contributes to holistic
progress of a child including improvements in their day to day activities, social inclusion, and
advocate their fundamental rights. Rehabilitation centers should involve parents in providing
rehabilitation services for children with developmental disabilities to assure expected
outcomes.

Keywords: Institution-based rehabilitation, Inter-Professional Collaboration, developmental

disability, Rehabilitation, intervention, Parental role
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CHAPER ONE

INTRODUCTION
1.1. Background of the Study

Disability is the interplay among people with impairments, attitudes restrictions on their
ability to participate fully and effectively in society on an equal footing (Unite Nations,
2006). Due to the limited access to services available to them and the numerous challenges
they encounter daily, people with disabilities confront hurdles to receiving support, health
care, rehabilitation, education, employment, and other services. Multiple disabilities in a
child's cognitive, physical, and functional abilities may hinder the child's mobility, behavior,
mood, or sensory functions (World Health Organization, 2011).

Children with developmental disabilities typically require intensive intervention. Extensive
and on-going intervention should be given to them in the form of center-based, home-based
rehabilitation model, or a combination of the two. Parents are a vital component of these
service providers. This means parents and a team of professionals like physiotherapists work
together to plan treatment and provide support, services, accommodations, modifications, and
therapy that fit the individual child's needs with multiple impairments. Hence, it is believed
that a multi-disciplinary team that includes the parents of the child with disabilities,
physiotherapists, and other medical specialists in the area should cooperate and work together
to plan and provide therapy services (Hyatt, 2004); Since rehabilitation is assumed as a
collection of treatments intended to enhance functioning and lessen impairment in individuals
with disabilities as they engage with their surroundings. A child can participate in important
life roles and be as independent as possible in their everyday activities, as well as in their
schooling, leisure activities, and entertainment. Rehabilitation is person-centered, which
means their goals and preferences determine the interventions and approaches chosen for
each individual. Different settings can deliver it, encompassing both inpatient and outpatient

hospital settings as well as community settings like a person’'s home (WHO, 2010).
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Professionals who specialize in rehabilitation include psychologists, occupational therapists,
speech-language pathologists, prosthetists, orthotists, and nurses. Parental support strategies
include family members who play a prominent role in supporting and guiding their disabled
child (Aldersey, 2020). Multidisciplinary team in early rehabilitation techniques include
physical exercise. Physical therapy (PT), which works on skills like walking, sitting, and
maintaining balance; occupational therapy (OT), which helps the child develop fine motor
skills like dressing, feeding, writing, and other daily living tasks; and speech-language
therapy (SLT), for issues with speech and articulation, are some of the services that a child
might receive for rehabilitation (Kosse et al., 2013 & WHO, 2010).

Parental role is the broad range of tasks or commitments parents make to encourage their
child's acquisition of socially and developmentally appropriate abilities (Sandler et al., 2011).
The list of responsibilities ascribed to parents during the intervention is the role of parents in
rehabilitation services (Sugden et al., 2019). Parents of children with developmental
disabilities may expand their occupational parenting role to include a range of tasks that are
typical parenting responsibilities to fulfill a child's developmental requirements (Safe et al.,
2012). These obligations include providing complex care for developmental needs or being
involved in their child's therapeutic procedures (Albright et al., 2016).

Relationships between parents and professionals encourage parents to be involved in the
intervention (Kemp & Turnbull, 2014). A promising way to facilitate task shifting from
professionals to parents and help balance the power imbalance is through the parent-
professional connection. Parents emphasize that when experts place an early emphasis on
developing a relationship with clients, parental involvement is encouraged and supported
(King et al., 2019). Parents are members making decision in rehabilitation. They collaborate
with experts by giving input in an equal partnership (Burrell & Borrego, 2012). Parents and

professionals, therefore, share equal responsibility to implement rehabilitation.



The interpersonal relationships that tie the intervention process between the parent, child, and
professionals are where parental roles in rehabilitation are produced and developed (Carroll &
Sixsmith, 2016). Through iterative exchanges with professionals, parents construct and
develop expectations for their own and the professional's responsibilities and knowledge to
carry out those roles (Davies et al., 2019). Parents who comprehend the aims and
expectations of the professional are inspired to participate during sessions and extend the
intervention to the house, assumes more responsibility both in and outside of sessions.
Positive interactions between parents and professionals encourages commitment to
developing goals jointly and further validates the role of parent in the rehabilitation (King et
al., 2019). As a result, there are various benefits to increased family participation for
improved behavior in children, including family acceptance of children, advantages for
parents, and advantages for the community. To modify behavior in children, parents must
first adjust their perceptions. Although the environment certainly affects the forebears of
children, it also provides them with the resources they need to succeed (Paromita, 2017).
During the first diagnosis of child diabilities, denial, rage, and guilt are possible early parental
responses and takes time to build the family's trust and active involvement in the child's
medical treatment, but it's crucial to encourage this involvement (Alsem et al., 2017). So,
working to lessen the impact of disability and improving the status of health of the Ethiopian
children with developmental disabilities through the provision and regulation of a
comprehensive package of preventive, curative, and rehabilitation services should be the area
of focus. In addition, considering the dominant facts related to the typical condition of
children with developmental disabilities and their need for physical, psychosocial, and other
rehabilitation services by multidisciplinary professionals and parents stated above,
investigating the roles of parents children with developmental disability for effective center-

based rehabilitation services is the purpose of this study.



1.2. Statement of the Problem

As per the report issued by WHO (2014), of the 93 million children with impairments, it is
projected that 90% of children below the age of 15 live with moderate and severe types of
impairments. Hence, about 1 billion people living with disabilities globally, including
children can benefit from rehabilitation. The predicted need for rehabilitation services is
increasing as the health and demographics of the world population change. Most of this need
for rehabilitative services goes unfulfilled. In low- and middle-income nations, more than half
of those who need rehabilitation treatments do not receive them (WHO, 2021). As a result,
both nationally and internationally, rehabilitation has become a high-demand service for
parents and children with disabilities. In order to characterize parents' involvement in the
rehabilitation treatment process and determine what roles parents have for improving the
child problems, the study should looked at how and to what extent parents participate in all
phases of the rehabilitation process (Esposito & Setoh, 2021).

People's entrenched negative attitudes toward disability and lack of proper understanding of
the rehabilitation services required for PWDs remained a persistent challenge in Ethiopia. In
addition, poor planning and management of rehabilitation services and a lack of multi-
disciplinary team coordination lead to poor services for disabled people. All individuals with
impairments who need to be rehabilitated should receive rehabilitation services, should
involve parents. Children who have developmental disabilities may need considerable
additional support that fits their situation. increased parental involvement in goal-setting
stressed benefits that services would better mesh with the actual needs of the family and be
more responsive to their limits, strengths and daily challenges children face. Providing more
opportunities in clarifying the goal and essential components of therapy to parents helps
increase parents' involvement in treatment and make more responsive to their children's needs

(Siebes et al., 2007).



Children with disabilities can access comprehensive and additional support services at the
center level if parents and multidisciplinary professionals collaborate. Parental involvement
ensures a smooth transition of services and allows parents to contribute meaningfully to
rehabilitation service planning (Almalki, 2021). This approach aids in removing obstacles
that prevent Ethiopia's underprivileged disabled children from receiving rehabilitative care.
Presently, there are limited numbers of rehabilitation centers in Ethiopia, mainly focusing on
operating physical disabilities (National Rehabilitation and Assistive Technology Services
Management Guidelines for Ethiopia, 2020). Since many children seek rehabilitation
services, the number of available centers does not reach children with developmental
disability, which is a big challenge in Ethiopia. In addition, the limited number of institution-
based services for those children and the lack of strategic directions, such as policies to guide
such services, are challenges in the context of Ethiopia. These include a lack of standards for
governance, leadership, and poor human resource management issues with rehabilitation
services in the country.

According to the National Rehabilitation and Assistive Technology Services Management
Guidelines for Ethiopia adopted by the Ministry of Health in 2020, the medical rehabilitation
center should employ an appropriate and sufficient number of professionals based on the
volume of services and workload that include physiotherapists, occupational therapists,
prosthetists, orthotists, social workers, psychologists, mid-level professionals for vision and
audiology services, community-based rehabilitation workers, assistant technicians, and
technicians whose license and registration are current (MoH, 2020). In addition to the above,
the National Physical Rehabilitation Guideline in the Health System of Ethiopia, adopted by
the Ministry of Health in 2019, stated that the hospital's physiotherapy department needs to be
staffed by the right mix and quantity of professionals depending on the volume of services

and workload (Federal Ministry of Health, 2019).



Even though the participation of parents has a frontline role in rehabilitation, the above
guidelines ignore the parents' participation in rehabilitation services. However, maximizing
the parents' participation in rehabilitation services, decision-making, and choosing preferred
rehabilitation services requires attention. Individual child outcomes have differed, which may
be due to disparities in the intervention services delivery system. The researchers including
Byrne & Cunningham (2021); Esposito & Setoh (2021); Roberts et al. (2011); Almalki
(2021); Siebes et al. (2007); Alsem et al. (2017); Burrell & Borrego (2012); and Smith and
Samuels (2021) employed several methods to assess the effectiveness of therapy and track the
development of rehabilitation services needed for its effectiveness. Changes in test results and
skill mastery are two examples of these indicators. The investigated intervention programs
focus on age, intellectual and adaptive functioning, severity, and treatment intensity in
children (Fava & Strauss, 2014). The question of whether the intervention has a significant
influence on the parent's involvement in the child's pace of change, however, has not been
well researched.

Several Numbers of children undergo therapy for rehabilitation in various settings. According
to Roberts et al. (2011), children who received care at a center emphasizing child playgroups
and concurrent parent support and training programs fared better. The outcomes for children
when clinicians consistently provide treatment in a rehabilitation center with parental
involvement are currently the subject of relatively little study. There are a lot of challenges to
delivering rehabilitation services (WHO, 2010). In Ethiopia, causes of ongoing unmet
rehabilitation needs include several issues, such as the absence of robust national strategies
and programs for rehabilitation; long wait periods and a lack of rehabilitation services; a lack
of resources, such as equipment, such as tools, consumables and assistive technology; also,
information and research needs on the inefficient and underutilized referral paths to

rehabilitation for children with developmental disabilities.



More study is required to fully comprehend how parental engagement might contribute to
successful rehabilitation service outcomes; however, researchers have examined how center-
based rehabilitation functions as a component of care that fosters improved outcomes. This
study examined parent participation in rehabilitation services to understand how parents
engaged with and supported center-based rehabilitation programs. This was gained through
analyses of parents’ experiences and descriptions of the advantages of receiving treatment in a
center setting, focusing on the identified leading questions presented hereunder:
1. What kinds of rehabilitation services are made available in the study center for
children with developmental disability to maintain the intended outcomes to be
achieved as a result of such services?
2. How do parents perceive their participation while delivering rehabilitation services in
the study center?
3. Why should adaptive skills and basic knowledge of rehabilitation services needed for
children with developmental disability be transferred to parents?
4. How do parents play a role in rehabilitating their children with developmental
disability to discharge their respective responsibilities?
1.3. The Objective of the Study
The overall objective of the study is designed to investigate the role of parents of children
with developmental disability for the effectiveness of center-based rehabilitation services
made available in for children with developmental disability as a role model intervention in
Addis Guzo Rehabilitation Center in Addis Ababa.

1.4. The Significance of the Study
This inquiry is assumed depicting the importance of parents' involvement in providing
rehabilitation services that could help to take appropriate action to solve the issues in the

future rehabilitation service delivery system. The study would also reveal opportunities for



rehabilitation centers to align parents’ participation to benefit and improving children with
developmental disability's lives. Furthermore, the study could serve as a source of
information for future study. The theoretical significance of this study is to address the
knowledge gap identified in the most recent two Ministry of Health adopted guidelines.

1.5. The Scope of the Study
Examining how the involvement of parents of children with developmental disabilities at the
Addis Guzo Rehabilitation Center impacts the efficacy of center-based rehabilitation
treatments is the goal of this study. Not all facets of the life of parents of disabled children are
included in this study when providing successful center-based rehabilitation programs.
Therefore, the study mainly focused on the perception, roles, participation, achievement,
responsibility, communication, adaptive skills, and basic knowledge of parents when
delivering center-based rehabilitation services.

1.6. Conceptual Definition of Key Terms
Rehabilitation: Group of interventions intended to improve the functioning and reduce
disability in children or adults by addressing underlying conditions (such as pain) and
improving everyday functioning, a person can overcome obstacles with thinking, seeing,
hearing, talking, eating, or moving about and become as independent as feasible in daily
duties and participate in meaningful activities.
Institution-based Rehabilitation: A primarily individual focused, medically oriented, and
institutional in which persons with disabilities receive rehabilitation services like specialized
physiotherapy, occupational therapy, and other rehabilitative treatments designed and
controlled by professionals.
Physiotherapy: a kind of therapy that emphasizes the science of movement by addressing the
underlying physical problems, and helps patients regain, maintain, and enhance their physical

strength, function, mobility, and general well-being.



Physiotherapist: A trained person who works with patients to develop customized programs
helps to restore their functional ability and movement as much as possible.

Developmental Disability: a wide range of chronic illnesses that influence many aspects of a
child's life and development, including language, mobility, learning, self-help, and
independent living. These conditions can be physical or mental impairments that are present
at an early age and last throughout a person’'s lifetime. When a kid does not go through the
usual developmental phases, it might be first assumed.

Multiple impairments: Simultaneous occurrence of two or more disabling conditions or a
number of cognitive, bodily, and functional impairments that affect individual life functions.
Occupational therapy:a method of treating people who are physically, mentally, or
emotionally ill or handicapped by engaging them in activities like games, weaving, and other
activities.

Speech Language Therapy: A program designed for preventing, screening, identifying,
assessing, diagnosing, referring, offering assistance, and counseling those who have or are at
risk of speech and language difficulties.

Assistive Technology: a tool, piece of technology, piece of software, or product system that
helps people with disabilities increase, maintain, or enhance their functional capacities to

enhance their learning, working, and daily living.



CHAPTER TWO
REVIEW OF RELATED LITERATURE
2.1. Conceptualization of Rehabilitation from Disability Perspective: Its
Definition and Key Objectives

Rehabilitation from a disability perspective refers to restoring or improving the physical,
mental, and social functioning of individuals with disabilities. It involves approaches that
address atypical needs and promoting disabled people's independence, involvement, and
inclusion in society presents a number of problems (Lakeland Health, 2017). The
rehabilitation from a disability perspective recognizes that rehabilitation must address not
only the physical impairments but also the environmental and social impediments that prevent
people with impairments from fully participating in society (Boothroyd, 2007).

Additionally, rehabilitation from the perspective of a disability is person-centered care, which
places the disabled person at the center of the procedure. It includes a team of the disabled
person, their family, and a group of healthcare experts, such as doctors, therapists, and social
workers. Therapies, such as physical, occupational, speech, and psychiatric counseling, are
frequently used during rehabilitation. It also includes technological assistance and assistive
gadgets like wheelchairs, prosthetic limbs, and communication tools (Wade, 2020).
Rehabilitation is the process of helping someone reaches their maximum degree of
independence, functionality, and quality of life ( Danquah-Amoah & Charan, 2017). It
accomplishes the individual aim by focusing on the individual's impairment, developmental
difficulty, or health concern rather than just their diagnosis. It comprises working together
with the individual and others who are important to them in order to assist them in realizing
their full potential, developing their independence, and taking charge of their own lives

(Wade, 2020).
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Through rehabilitation, a comprehensive and integrated program of medical, physical,
psychological, and occupational treatments, a person with a disability can be enabled to
achieve a personally fulfilling, socially meaningful, and functionally productive existence
(ILO, 2008). As the result, rehabilitation services often encompass linked medical, social,
educational, and vocational services. According to WHO (2017), the goal of rehabilitation for
individuals with disabilities is to assist individuals in achieving and maintaining their ideal
levels of sensory, cognitive, psychological, social, and physical functioning. Rehabilitation
provides the resources required for people with impairments to gain independence and self-
determination.

The goal of rehabilitation is to improve the quality of life of children or people with
impairments by fostering their inherent talents in their natural surroundings (Daba, 2015). As
Wade (2009) stated, the primary objective of rehabilitation is to change behavior. Setting
goals with patients is a crucial step in the rehabilitation process of other healthcare settings.
Restoration of the patient's physical, sensory, and mental capacities is the goal of
rehabilitation. By enhancing their innate abilities in their natural contexts, rehabilitation
improves the standard of living for children or those with impairments (WHO, 2010).
Rehabilitation aims to restore quality of life by removing, minimizing, or getting around these
impairments and restrictions. Combining perceptual training to increase speech perception
and communication, sensory management to improve auditory function, teaching in the use of
technology, regulation of the listening environment, counseling to improve participation, and
dealing emotionally and practically with lingering restrictions achieved this goal (Boothroyd,
2007). Rehabilitation can cure impairments, or patients can learn to live with deficiencies that

medical treatment cannot cure in an effective rehabilitation program (Walker, 2013).

11



2.2. Rehabilitation Services for Children with Disabilities

Services in rehabilitation for disabled children should take into account the requirements of
both the children and their families. These typically consist of organized, recurring, easily
available rehabilitation evaluations and interventions, cooperation and support from the
family, technological aid, and communication between teammates (Majnemer et al., 2014).
The 2006-established UN-CRPD (United Nations Convention on the Rights of People with
Disabilities) and the 2014- 2021 Global Disability Action Plan (GDAP), both globally
represent a progressive introduction and execution of enhancing health-related rehabilitation
(Gutenbrunner et al., 2020).

Rehabilitation services can treat a wide range of injuries and illnesses like musculoskeletal,
neurological, brain, spinal cord, multiple trauma injuries, hereditary problems, degenerative
diseases, and other conditions are among the common conditions treated (Cieza et al., 2020).
Rehabilitation can be preventative, restorative, supportive, or used as a palliative measure for
different diseases and impairments. Each program is customized to fulfill the needs of the
patient and may involve one or more therapy services (WHO, 2011).

2.2.1. Medical Rehabilitation Services

Children with impairments can gain from medical professional support services, starting with
a diagnosis. In medical rehabilitation, diagnosis is the process of determining an illness or
challenge based on its symptoms and indicators (Kahsay, 2010). For various persons, the
reason for a disability, the type of impairment, and the appropriate therapies vary. Medical
professionals such as pediatricians, psychiatrists, ophthalmologists, and neurologists are
involved in medical rehabilitation (Bingham & Beatty, 2003). The rates of accessibility to
these health services among individuals with disabilities are correlated with the rates of

accessibility to assistive technology and medical rehabilitation services.
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Medical monitoring is essential to protect children with disabilities from additional health
hazards since they struggle to resist sickness. People with disabilities may need access to
costly specialty equipment, expert knowledge, or medications during medical rehabilitation
(Kahsay, 2010). Numerous nations frequently depend on international humanitarian aid,
specifically different kinds of emergency medical personnel. The WHO and other health
organizations stress the importance of beginning medical rehabilitation as soon as possible
and continuing treatment for a long time in the community (Rathore et al., 2012).

Medical care is often comprehensive and continues with the goal of identifying and treating
abnormalities. By identifying and minimizing developmental disabilities and increasing
functional independence through remediation and adaptive methods, rehabilitation services
can be helpful immediately and over time. Hospitals' intensive care units should involve
occupational and physical therapists as part of their consultation function. The assessment of
neurologic health, including auditory responsiveness and neuromotor performance, would be
the goal of interventions at this time (Majnemer et al., 2008).

2.2.2. Educational Rehabilitation Services

By giving them the same opportunities to engage in educational programs as other citizens,
educational rehabilitation equips people with disabilities with the information they need to
become independent (Kahsay et al., 2010). Access to free public education should be
guaranteed to all citizens, including those with disabilities, and laws should be in place to
promote and protect these rights (Mpofu et al., 2017). The start of school is a crucial turning
point in a person's development since it may provide more challenges for those with
developmental disabilities. According to Majnemer et al. (2008), these impairments may
affect peer interactions, leisure activity participation, and academic achievement.

A sophisticated educational intervention is to address the various learning requirements of

children with impairments. These include support services like direct services, which are
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given by working directly with children with disabilities to improve, remediate, enrich, or
speed up programs. Accordingly Kahsay (2010) confirmed, educational therapy might consist
of screening and testing, counseling, occupational therapy, adapted physical education, and
school health services.

2.2.3. Socio-Emotional Rehabilitation Services
Socio-emotional rehabilitation is the process of helping individuals recover from emotional
and social difficulties caused by mental illness, trauma, or other life challenges. It involves a
range of interventions and therapies that aim to improve an individual's emotional and social
functioning, including social skills instruction, group therapy, and cognitive-behavioral
therapy. The goal of socio-emotional rehabilitation is to encourage individuals maintain the
skills and strategies for managing their emotions, build healthy relationships, and participate
fully in their communities. This type of rehabilitation is often used with other forms of
treatment, such as medication and psychotherapy, to offer a thorough method of mental
health treatment (Ghanouni et al., 2017).
Social and emotional healing aims to help disabled people integrate as fully as possible into
society, allowing them to meet their regular social obligations and the additional demands
imposed by their impairment (Kahsay, 2010). Socio-emotional rehabilitation services for
those with impairments aim for functional competence. This skill refers to a person's ability
to function in different social contexts to meet requirements and their freedom to participate
in society as fully as possible (Gamieldien, 2015).
Family members, peers, the neighborhood, and all other people important to these target
children should be included in the socioemotional rehabilitation of children with disabilities,
so they make a difference in the rehabilitation area. The social environment is more inhibiting
for persons with disabilities than their physical impairment. These have an impact on a

person's ability to operate and adjust, and they show how difficult and demanding the social
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environment is for those who have impairments. Consequently, the rehabilitation strategy is
shifting to the rehabilitation of the community from disability (Ayalew et al., 2020).
Individuals with serious mental diseases, such as schizophrenia or bipolar disorder, who may
struggle with social isolation and emotional regulation, may benefit most from socio-
emotional rehabilitation. Working with a group of professionals in mental health, including
social workers, psychologists, psychiatrists, and occupational therapists, is a necessary part of
the socio-emotional rehabilitation process. Development of coping mechanisms, social and
communication abilities, augmentation of self-esteem and confidence, and instruction in
stress and anxiety management are some aspects of socio-emotional rehabilitation. According
to Giusti et al. (2018), socio-emotional rehabilitation is a component of mental health
treatment that can assist people in overcoming emotional and social challenges and leading
satisfying lives.
2.2.4. Vocational Rehabilitation Services

According to ILO (2006), vocational rehabilitation is part of an ongoing and well-
coordinated rehabilitation process that involves giving persons with disabilities access to
vocational counseling, training, and placement. Its goal is to make it easier for someone who
is at a disadvantage to integrate into society and assist them in finding and keeping a suitable
job. Services for vocational rehabilitation include case management, vocational planning, and
vocational evaluation and assessment to determine goals and additional vocational training
(Bosco et al., 2015). Vocational rehabilitation helps identify suitable employment for people
with impairments and prepares them for the workforce (Tebeje, 2004). The ability to work
contributes significantly to one's health; advances physical and psychological well-being; and
contributes to personal identity. Finding effective vocational interventions is crucial to

boosting employment and job retention (Chiu et al., 2013).
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2.3. Forms of rehabilitation Services for Children with Disabilities
Rehabilitation programs are crucial to helping disabled children reach their full potential and
enjoy satisfying lives. These programs enhance the social, cognitive, and physical capacities
of people with impairments. Depending on the kind and extent of the condition, many types
of rehabilitation treatments are available for kids with disabilities. This review examines
forms of rehabilitation services offered to children with impairments (Kumar et al., 2012).
2.3.1. Institution Based Rehabilitation
The way that rehabilitation services are organized varies from institution to institution and is
mostly determined by the availability of resources. Today, the majority of institutions solely
provide hospital-based services. Adopted in many nations, institutionalized based
rehabilitation provides assistance to persons with disabilities largely through institutions and
centers, which might only cover a small and negligible part of PWDs. In this approach,
people with disabilities move to institutions where opportunities are available help children
with disability for interacting with the community (Dambi & Jelsma, 2014).
According to Wegayehu (2004), IBR programs have obvious drawbacks since they are
center-based rather than need-based and because these center-based institutes employ
expensive, imported technology. Rehabilitation provided in institutions lacks flexibility since
it must meet predetermined program objectives rather than the requirements of the client.
Institutions, on the other hand, transport disabled children, teenagers, or adults to a location
with ready access to facilities, staff, and knowledge. As a result, institutions have provided a
lot of services for persons with impairments (Kumar et al., 2019).
2.3.2. Community Based Rehabilitation
A technique utilized in general community development for the recovery, opportunity
of equality, and social inclusion of all individuals with disabilities is community-based

rehabilitation. People with disabilities, their families, communities, and organizations work
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together to implement CBR with the help of applicable GO and NGO health, education,
employment, social, and other services (WHO, 2010). CBR is an approach to community
development that incorporates it without assigning it a specific goal (Kahsay, 2017). The
fundamental tenet seemed to be that individuals with disabilities can participate in the
community and gain from societal growth (Finkenflugel, 2004).

According to Jacob (2015), there are several obstacles that people with impairments must
overcome to fully and equally participate in society. PWDs are excluded from the workforce,
health services, educational opportunities, and other parts of society, which can lead to
poverty (World Health Organization, 2011). Additionally, they receive insufficient recovery
services. A CBR plan within general community development is needed to reach these
problems and promote social inclusion, opportunity equality, and rehabilitation of all PWDs.
It is a comprehensive plan for promoting neighborhood development, mainstreaming
impairments, and completing an inclusive society for all people. Additionally, it mentions
that PWDs, their families, and communities must work together to provide the necessary
health, schooling, vocational support, and social services (World Health Organization, 2005).
Adopting and putting into reality this ideal CBR method still presents several difficulties.
Hence, WHO revised the guidelines and provided updated recommendations based on some
experience with CBR (WHO, 2010). This CBR matrix assesses the political tactics for
improving the situation (empowerment) and the subject areas of social, health, and education
circumstances. CBR guidelines seek to draw connections between the various categories and
demonstrate the path toward inclusive development.

Only a small number of Ethiopia's among the millions of persons with disabilities benefit
from rehabilitative programs (Wegayehu, 2004). Promoters of CBR engage in direct

interaction with PWDs through cross-disability groups (CDGs). These organizations' goals
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are to support income-generating enterprises, skill-training seminars in their communities,
and the education of their children (Geiger, 2012).

Despite the present acceptance of CBR as a method for enhancing the lives of PWDs, it is
hard to determine to what degree CBR is an effective strategy due to the absence of thorough
research-based data on access, practice, and problems at both the global and national levels.
Additionally, the formulation and implementation of efficient rehabilitation policies and
programs are hampered by a lack of thorough research-based data on access, practice, and
problems at both the global and national levels (World Health Organization, 2011). The
majority of Ethiopia’s rehabilitation services, according to Wegayehu (2004), are located in
metropolitan regions. Less than 1% of the nation's PWDs' overall rehabilitation needs might
be met by rehabilitation services (Yeshimebet, 2014).

2.3.3. Home Based Rehabilitation

Home-based rehabilitation is a type of rehabilitation provided to patients in their own homes.
This type of rehabilitation is becoming increasingly popular as it offers several benefits over
traditional rehabilitation methods (LOpez-Liria, 2015). The importance of home-based
rehabilitation is to allow patients to receive care in their own homes. This rehabilitation can
be particularly beneficial for patients with mobility issues who cannot travel to a
rehabilitation center. Home-based rehabilitation can also be more convenient for patients with
busy schedules or who live in remote areas (Yang, 2015). Home-based therapy can also be
more affordable than conventional rehabilitation techniques, which is another advantage.
Additionally, home-based therapy saves patients the time and money it would otherwise take
to go to rehabilitation services, lowering all treatment cost (Grindle et al., 2009). To fit the
demands of each patient, therapists might modify their treatment regimens (Shin et al., 2009).
Patients benefit from this kind of therapy, which has the potential to improve results and

increase patient satisfaction. A young person's quality of life is mostly influenced by their
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interactions with family and friends. Building and sustaining social networks and proximity
depends on communication. Numerous people with developmental disabilities, such as those
who have cerebral palsy, intellectual disabilities, or autism spectrum disorders, may also have
a variety of communication impairments and limited social interaction and need home-based
therapy (Raghavendra et al., 2011).
2.4. Integrated Approach of Rehabilitation

An integrated approach to rehabilitation is a procedure in which patients, families, and
professionals collaborate to attain optimal physical, social, psychological, and functional
functioning in the face of a potentially incapacitating condition (Curtin et al., 2003). For
rehabilitation to be effective, many different professions must work together. In addition, to
make decisions and produce a sustainable result, patients, families, physicians, nurses,
therapists, social workers, case managers, psychologists, nutritionists, physiatrists, chaplains,
payers, lawyers, and employers engage in a rehabilitation process (Behm & Gray, 2012).
Collaboration often requires working with each team member with the knowledge that they
are all working toward the same objective. The literature distinguishes between several team-
based methods, typically concentrating on two teams known as "multidisciplinary™ and
"interdisciplinary.” A team that involves multidisciplinary team is discipline-oriented,
involves simultaneous work by all experts, and has defined roles, tasks, and hierarchies of
authority (White, 2013).

Interest in interdisciplinary collaboration has exploded due to the increasing Complexity of
patient care and attempts to control rising healthcare expenses, improve patient compliance,
boost patient happiness, cut expenditures, lower mortality, shorten stays, and boost work
satisfaction among team members (Rubenfeld & Scheffer, 2010). Interdisciplinary teams of
professionals routinely work together to discuss, decide on, and implement therapy goals for

clients. The interdisciplinary team concept fosters better teamwork and collaboration,
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although there isn't enough data to support this claim. Teams that significantly use an
interdisciplinary approach outperform teams that follow a multidisciplinary approach for
team process and effectiveness (Korner, 2010).

Understanding of how one field interacts with other disciplines is another idea that appears
frequently for the effectiveness of rehabilitation services. A fundamental professional
collaboration must be formed for a professional to be understood by others, as a lack of
understanding among them can annoy and devalue each other's contributions. Team members
need to clearly and openly understand each other's duties since miscommunication about
roles leads to conflicts within the team and reduces the effectiveness of rehabilitation services
(White, 2013). Setting objectives with the patient, their family, and other experts is the first
step in the rehabilitation process. These objectives aid in establishing a treatment strategy
intended to enhance the patient's physical, perceptual, and communicative abilities while
fostering the development of abilities to make up for any long-term disabilities (Stanton
& Garfield, 2011).

White (2013) identified barriers to effective teams, which are also barriers to teamwork.
Lack of understanding of how teams evolve the responsibilities and purviews of other
professions’ team members, and preconceived notions about other professionals limit
opportunities to contribute to an effective team.

On the other hand, White (2013) found that successful rehabilitation teams have improved
planning, effective center services, services dedicated to the needs of patient care, a lack
of services duplication and fragmentation, and more satisfying roles for rehabilitation goals.
Mauk (2007) stated that successful teams must trust, respect, communicate, coordinate, share
responsibility, and have a commitment to other team members. This kind of interdisciplinary

team determines the rehabilitation services’ effectiveness.
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Additionally, parents should be part of the rehabilitation team. Inter-disciplinary collaboration
in the environment of the child plays a role in preventing of language-speech difficulties, and
many intervention programs work with parents to help them achieve optimal communication
difficulties for their child (Matijevi¢ et al., 2011). Serving children and families with complex
needs and numerous risks is thought to be most successful when inter-professional
collaboration (IPC) is used. A lack of interprofessional cooperation may worsen service
delivery, increase effort duplication, and compromise safety. Therefore, effective inter-
professional relationships are a crucial component of care models (Saia et al., 2020).

2.5. The Role and Responsibility of Parents in Promoting Rehabilitation Services

for Children with Disabilities

The scope of stress must include several facets of family life, such as the need for constant
care, emotional anguish, interpersonal challenges, financial issues, and negative societal
repercussions. Stress is brought on by financial hardships to pay for the required services,
additional financial burdens to raise a child with a disability, fatigue from caregiving
responsibilities, and loss of leisure time (Byrne & Cunningham, 2021). Without the
permission and involvement of the people using them, rehabilitation programs should no
longer be mandated. Nowadays, rehabilitation is a process whereby people with impairments
or their supporters choose the services they require to increase their involvement. People with
impairments must be given pertinent information by professionals who provide rehabilitation
services to make wise choices about what is best for them (Gire et al., 2019).
Parents of children with impairments confront a number of challenges as a result of raising
their children. Parents' lives are significantly impacted by the problems, especially those of
single mothers. For instance, moms who are raising children with a disability in Turkey are
required to resign from their occupations. Therefore, the moms become discouraged. Another

significant problem for mothers is accepting their children who have impairments (Yilmaz et
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al., 2013). Another study by Beresford et al. (2007) found that mothers of disabled children
run the risk of social isolation because raising a child with a disability requires a lot of
parental time. As parents spend more time with their children, the community divides them
and their circle of friends and relatives is smaller (Ntinda & Hlanze, 2015).

For moms, it can be challenging to maintain a network of friends and other connections with
other families and people (Barrow, 2017). Particularly in developing countries like Ethiopia,
mothers of children with impairments experience increased stress, social exclusion,
stigmatization, a lower quality of life, and poorer mental health (Thwala et al., 2018).
Because they are the primary carers, moms of children with disabilities experience despair
and worry. They spend a lot of time with their disabled children and are overwhelmed by
daily caregiving responsibilities (Sapkota et al., 2017).

Children with impairments and their guardians are more likely to be separated, stigmatized,
and isolated as a result of negative traditional beliefs about disability (Aldersey, 2012).
Research conducted in Kenya found that because of negative views and a lack of assistance,
families with disabled children felt excluded from society (Gona et al., 2016). Raising a child
with disability exposes a mother to financial constraints, restricted personal time, absence of
familial support, and lack of commitment to the community. Emotional, social, financial, and
material challenges confront parents of disabled children (Tigere & Makhubele, 2019).

In addition, all societal members must lend a hand to parents of disabled children. This kind
of cooperation enables parents and kids to work together to help the child, and when they do
so, parents and kids may have better lives in the community (Thwala et al., 2018). Finally,
due to the unavailability of support networks accessible to moms, parents of children with
impairments are fighting their own battles in parenting (Tigere & Makhubele, 2019).

To manage their lives with a kid who has a disability, parents themselves need knowledge,

assistance, and skills (King et al., 2006a). According to Brehaut et al. (2011), there is rising
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acceptance of the idea that healthcare treatments for children with impairments should
include parental health. Positive caregiving settings may be created by parents who have
access to sufficient resources, support, and who are in good physical and mental health (King
& Chiarello, 2014). According to Kruijsen-Terpstra et al. (2014), family involvement in
service delivery is better for positive outcomes for children. In order to maintain learnt skills
and promote generalization to different life contexts, parents should help their children apply
their knowledge in practical settings. Additionally, parents are crucial in encouraging their
kids to practice the behaviors and skills they learned during rehabilitation and in encouraging
the daily engagement needed to do so. The everyday routine of the family is reintegrated after
successful treatments (McConnell et al., 2022).

According to Darrah et al. (2010), it is now customary for parents to actively participate in
the service delivery process for child developmental services, disability services, and health
services. Occupational therapy, physiotherapy, social work, and speech pathology services
mentioned it as the preferable strategy for professional practice (Novak et al., 2009; Jansen et
al., 2003; Neander & Skott, 2008; and Crais et al., 2006).

Collaboration the recommended message in rehabilitation that involves setting goals with
parents, treating them as equal partners in the therapeutic process, and promoting parental
engagement, self-assurance, and control over key choices pertaining to their child's
developmental needs are all ways to work with parents. Collaborative goal setting is a crucial
part of the procedure because it creates the conditions for honest communication with parents
and lays out a strategy for subsequent action. Parents are more apt to take part in a therapy
program when they actively partake in goal planning (Forsingdal et al., 2014).

Additionally, it has been shown that parents and therapists play distinct roles in the
collaborative goal-setting process, with parents serving as facilitators for their children and

therapists acting as educators who provide psychological support (Dunst & Dempsey, 2007).
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To engage the parent-therapist relationship, in which parent engagement helps the child's
developmental results, collaborative goal setting is essential. This additional knowledge may
subsequently be applied to fortify collaborations and enhance therapeutic delivery (Forsingdal
etal., 2014).

The importance of involving family members in the assessment, planning, implementation,
and evaluation of assistive technology services and devices is emphasized in rehabilitation
models and practices. When carried out correctly, these procedures lead to the delivery of
aids and services that support the child's overall development and have a beneficial effect on
the family and the professionals involved (Wilcox et al., 2006). Parent-professional
interactions can have an impact on the specific intervention responsibilities that South
African parents of children with developmental impairments take on (Smith and Samuels,
2021). The outcomes of intervention programs benefit from parent involvement (Almalki et
al., 2021). According to Kaniamattam and Oxley (2021), it's crucial for Indian rehabilitation
professionals to be aware of parents' requirements and expectations in order to work with
families to achieve rehabilitation objectives that encourage social involvement.

The collection of duties or obligations assigned to parents in rehabilitative therapies is known
as the parental role (Sugden et al., 2019). Parents of children with developmental delays,
impairments, or chronic health issues may expand their parenting occupational role and
reorganize their regular parenting obligations in order to satisfy their child's developmental
requirements. These obligations could include providing for the complex care, medical, and
developmental requirements of their kid (Lutz et al., 2012) or taking part in their child's
therapeutic therapies (Albright et al., 2016).

Interventions in child and family rehabilitation are fundamentally centered on parental roles.
In order to create and maximize chances that are in line with the child's ability and satisfy

family requirements, parents must have an active part in their child's intervention (Sukkar et
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al., 2017). A supportive and caring atmosphere that encourages parents to engage in the
intervention is fostered by good parent-professional connections, which are characterized by a
strong working rapport, trust, and fruitful exchanges (Reeder & Morris, 2018).
The interpersonal interactions between the parent, child, and professional that are so essential
to the intervention process are where parental responsibilities in the intervention are
established and developed (Carroll & Sixsmith, 2016). Parents build and acquire expectations
for their own and the professional's responsibilities and knowledge to perform those roles
specifically through iterative conversations with professionals (Brown et al., 2019).
Parents' awareness of how their involvement in the intervention benefits their child's
development confirms the parental role in it. Growing parental competence (i.e., better
knowledge and skills) encourages parents to take on more active in-session responsibilities
and apply the techniques they learn to their everyday lives by taking on more active out-of-
session roles (King et al., 2019). Parents who are aware of their responsibilities are prepared
to participate sooner in the intervention and are willing to put up the effort to remain involved
throughout the intervention (Davies et al., 2017). According to Smith & Samuels (2021),
parental roles in early intervention in multidisciplinary team are highly important in a most
clinic- or center-based rehabilitation.
On the other hand, the potential contribution of parents to CBR development is enormous,
and their efforts could make a significant difference. This contribution includes overcoming
ignorance, promoting sustainability, promoting the validity and relevance of rehabilitation
activities, promoting education, and raising gender awareness (WHO, 2010).

2.6. Disability-Focused Rehabilitation Centers with Special Focus on Addis Guzo

Center

Locations that include clinics, hospitals, skilled nursing facilities, sports medicine offices, and

some health maintenance facilities or groups provide rehabilitation services. Its objective is to
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enable community integration, productivity, and living for a sizable and diverse group of
people who might otherwise face functional and societal limitations in reaching their
maximum potential (Kahsay, 2010). Accessible and thorough rehabilitation services can
demonstrate development gains in children who get therapy that serves the kid with a
disability's natural setting. They are capable of being steady, autonomous, and capable of
being productive. If rehabilitation treatments were offered, they would be more successful at
a younger age rather than later in life (Walelign, 2018).

In addition to the government, civil society, which includes the private sector and the general
public, must be involved if the status of children with disabilities is to be improved. Various
governmental and non-governmental groups have been striving to improve the plight of
PWDs in Ethiopia in regard to this. In particular, non-governmental organizations (NGOs)
collaborate crucially with the government to construct early intervention programs that build
the groundwork for delivering support services to children, their care providers, and others in
the area (Tola & Negassa, 2023).

Plan International and Save the Children were two of the groups heavily active in early
intervention initiatives in Ethiopia (Tefera, 2018). However, the majority of initiatives in
underdeveloped nations like Ethiopia lack coordination and inadequately include the local
population in rehabilitation efforts. Due to the exclusion of disabled children from society's
systems of education, healthcare, work, and other facets, poverty may result or be made
worse. Hence, evidence supporting the efficacy and effectiveness of CBR initiatives is
required (Tola & Negassa, 2023). According to studies conducted in Ethiopia, rehabilitation
facilities have not reached large numbers of the country's disabled children. In addition to the
above, Their access to services is still few and mostly restricted to urban areas, with the
majority of facilities found in Addis Abeba, the country's capital, at the Paulos specialty

hospital, as well as in a number of regional cities including Mekele, Hawassa, Arba Minch,
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Dire Dawa, and Jimma. As a result, these facilities are unable to give services to disabled
children who reside distant from the service providers (Tola & Negassa, 2023). Ethiopian
early intervention programs have not yet been thoroughly studied in terms of their
effectiveness, advantages, and potential, particularly in the community (Tefera, 2018).

Hence, Living conditions are particularly challenging for those with impairments in Ethiopia.
Medical-therapeutic treatments are expensive for them. There is a severe shortage of supplies
and equipment, particularly wheelchairs. Because of this, it is uncommon for persons affected
in Ethiopia to lead an independent, satisfying life, and rehabilitation programs struggle with
issues like restricted treatment alternatives, increased distractions, a lack of privacy, and a
lack of safety (Abebe et al., 2020).

Poverty, malnutrition, and limited access to vital services like education and health are
consequences of disability in Ethiopia. Negative attitudes and ignorance regarding disabilities
and impairments can harm mental health and wellbeing and result in societal isolation in
several areas of life. The likelihood that a child with a disability will receive medical care and
go to school is lower since there is limited rehabilitation service. As a result, this severely
affects their quality of life, and they become more vulnerable to poverty (Abebe et al., 2020).

The beginning of CBR programs in 1993/4 saw the first iteration of rehabilitation program
activities. There hasn't been much research on disability rehabilitation in Ethiopia, even
though the People's Heroes Center (PHC) was one of the rehabilitation facilities that provided
veterans with disabilities at this time (Wegayehu, 2004). Then, at facilities supported by
Cheshire Homes, individuals with disabilities started receiving CBR therapies in Ethiopia as
part of institutional-based rehabilitation. Founded in 1962, Cheshire Ethiopia is a non-
governmental organization that provides childcare, hydrotherapy, physiotherapy, and training
in skill development to children and teenagers with impairments to encourage the society’s

development that includes individuals with disabilities (Wegayehu, 2004).
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Currently, there are rehabilitation centers, most of which are physical rehabilitation centers,
operating in Ethiopia (National Rehabilitation and Assistive Technology Services
Management Guidelines for Ethiopia, 2020). Addis Guzo Center is a Swiss non-profit
organization established in 2010 in Bern, Switzerland, by Bernhard Wissler (an occupational
therapist) and his wife, Christine Oberli (a teacher). In 2012, Addis Guzo Center achieved
status as a non-governmental organization in Ethiopia and has operated a center for people
with disabilities in Addis Ababa. After coming to Ethiopia and recognizing its potential, the
organization is providing mobility aids to people with disabilities and facilitating their social
and economic integration through consulting, providing technical aids, and providing therapy
for disabled children and adults in Addis Ababa.

Addis Guzo Center is working on a program with four main service areas. The target groups
of the organization's engagement are individuals directly affected by disabilities, including
their parents and people in the environment. It offers different services to people with
disabilities that include providing mobility aids, offering several rehabilitation services and
psychosocial treatment, assisting with daily activities, and encouraging participation in sports
and dance. They strive to uphold human dignity, empower clients to help themselves and
others, and foster independence. The center promotes the active and self-directed
participation of individuals with disabilities in social activities with the goal of improving
their quality of life.

2.7. International and National Legal and Policy Frameworks That Support
Children with Disabilities' Rights to Access Rehabilitation Services
Strengthening the rights of individuals with disabilities to participate fully in economic,

social, cultural, religious, and political life as well as to have exceptional health and well-
being is the goal of rehabilitation. Equal rights to public services and the capacity to
participate in social and economic activities are available to people with impairments. The

United Nations Standard Rules on the Equalization of Opportunities for Persons with
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Disabilities addressed these rights and used them as a guideline for all CBR initiatives (World
Health Organization, 2010).

To strengthen the UN Standard Rules more, the UN General Assembly established the
Convention on the Rights and Dignity of Persons with Disabilities protects and promotes
their rights and dignity. An optimal foundation for implementing the convention's
requirements used a CBR strategy. CBR was considered a program to increase the
accessibility of rehabilitation treatments for individuals with impairments (WHO, 2010). The
foundation of rehabilitation is respect for human dignity, which is a legal duty for every
community that upholds human dignity as its guiding principle. First and foremost, a criminal
justice system that respects human dignity is necessary for a positive right to rehabilitation.
According to Meijer (2017), respect for human dignity is a crucial basis for rehabilitation
services under a state's penal code.

The CRPD, which was adopted by the UN General Assembly on December 13, 2006 and the
Ethiopian government signed in 2010, seeks to outline a code of conduct and explain the
rights of those with disabilities. In contrast to other races in the country, disability was
recognized in the treaty as an identity deserving of protection under the law. Hence, it is
significant victory for disabled individuals in Ethiopia and will revolutionize disability rights
(Hendriks, 2007).

Several rules and regulations relating to disabilities have been established and used during the
past few years. The state is required to ensure that individuals with disabilities are treated
with respect and given equal access to opportunities, according to the General Law for the
Integration of Persons with Disabilities (2005). The law also ensures that individuals with
disabilities should participate in all facets of society. Today, there is widespread agreement

that rehabilitation is a better option for those with disabilities and their families and
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immediately enhances both their quality of life and the social and economic growth of all
those around them (Skempes et al., 2015).

The United Nations Convention on the Rights of Persons with Disabilities, Article 25 stated,
which has been expressly confirmed by 158 nations, having the best possible health without
facing prejudice due to impairment is a human right (UN, 2006, P. 18). Article 26 requires
taking "effective and appropriate measures, including peer support, to enable people with
impairments to achieve and maintain maximum independence, total physical, mental, social,
and professional ability, and full incorporation and participation in all areas of life."
Governments must "organize, reinforce, and expand complete habilitation and treatment,” the
article claims (UN, 2006, p. 19).

Concrete steps to increase access to medical rehabilitation for people with disabilities are
insufficient, and significant problems persist in low-, medium-, and high-resource nations
despite this general global commitment, which is articulated in both the CRPD and the World
Report on Disability. One of the reasons for this issue is the absence of monitoring systems to
evaluate progress in enhancing access to rehabilitation and the lack of evidence-based policy
advice. This shortcoming is brought on by the recognized gap in certain concerns pertaining
to the implementation of human rights (UN, 2006).

Academic literature from the disciplines of global health and rehabilitation, in addition to
legal sources, provided evidence of the connections between human rights and rehabilitation
practice and organization. Prior to examining health-related rehabilitation in further detail
within the specific framework of human rights legislation, it is necessary to provide some
explanations regarding some of the accepted definitions and the conceptual approach

(Chibaya et al., 2021).
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CHAPTER THREE

RESEARCH METHODS

3.1. Research Design

The study was conducted using a qualitative research approach and a phenomenological
design. The qualitative research approach helps to study situations as they occur naturally
through detailed explanations that give a more thorough grasp of the participants' context
(Maxwell, 2012). Questions those begin with what, how, and why are answered in the
qualitative research approach (Green & Thorogood, 2014) In addition, this approach
examines the issue under the study by focusing on participants' daily lives. Emphasis is
placed on understanding and explaining the participants' situation from their perspective
(Draper, 2004).

The participants' lived experiences were phenomena explained by themselves (Creswell,
2014). Accordingly, the researcher selected a phenomenological research design believing
that phenomenological design was a relevant design describing the roles parents of children
with developmental disabilities for this study’s purpose. Creswell (2007) further explained
the issue under discussion, saying that phenomenological research is a matter of direct
experience rather than being assimilated, which requires the explanation of some abstract
concept. On the other hand, phenomenology is a systematic subject approach used to describe
lived experiences and the living conditions of individuals. It helps the researcher explain
practical situations. Donalek (2004) asserted that phenomenological studies investigate lived

experiences, which are human experiences as described by individuals.

3.2. Research Site
The Addis Guzo Center served as the study's site, where the specialized rehabilitation service
needed for children with developmental disability is operational. The study center is situated

in Addis Ababa City Administration, Lideta Sub-City, Woreda 05. The researcher chose the
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Addis Guzo Center because it is the premier non-governmental organization offering
comprehensive, high-quality, and pertinent care and support services for children with
developmental disability using domestic and foreign professionals with the necessary training
and experience.

The researcher selected this center because it also delivers free services to people with
developmental disability and serves more than 3,000 beneficiaries annually. Because it offers
different rehabilitation services for children and adults, the researcher selected the center. In
addition, since it has successful experience delivering rehabilitation services, the researcher
chose the center.

3.3. The Study Participants
Specifying study participants describes the sampling method and sample size for qualitative

research by assuring findings will contribute rich data (Korstjens & Moser, 2017).
Participants in this research were those who had experiences of raising and caring for
youngsters with developmental disabilities and obtaining an understanding of their motives
and behaviors on the roles of parents in rehabilitation. Phenomenological research
participants should have lived experience and pass through the issue to be studied (Delve &
Limpaecher, 2022c). Therefore, the standards identified to select target populations were
based on being: biological parents/caregivers of children with developmental disability
receiving rehabilitation from the center and parents who were ready to take part in the study
and open up to share their experience.

3.3.1. Sampling Techniques
When the researcher selects participants who fulfill the requirements of sample selection, it is

known as purposeful sampling. Purposive sampling, according to Kreuger and Neuman
(2006, p. 34), is preferable for more in-depth analysis and comprehension of individual
situations. So, purposive technique of sampling was used because it helps to seek out people

who understand the situation and are willing to express their inner feelings and lived
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experiences about their roles in providing rehabilitation services for their children with
developmental disabilities. Hence, the researcher of this study selected the study participants
based on their methodological considerations, the professional judgment of the researcher,
and the cooperation of the professional staff and management of the center, focusing on how
participants would be the most informative to get relevant answers to the research questions.

3.3.2. Sample Size
It takes skill to ensure that a sampling technique is suitable for qualitative research by

selecting an appropriate sample size. The sample size is ultimately a question of judgment
and expertise to determine the standard of the data to be collected in qualitative research
(Hammersley, 2015). Sample sizes should be sufficient to develop knowledge and
understanding of the phenomena under study, depending on several methodological and
practical considerations (Emmel, 2015). In qualitative research, sample sizes are frequently
small to support the in-depth analysis of this type of investigation. Additionally, a small
sample size provides detailed information relevant to the phenomenon under study
(Vasileiou, 2018). The samples used in phenomenological research must be small
(Bartholomew, 2021).

Hence, the researcher for this study purposively selected 14 children with a developmental
disability's parents. Since the numbers of phenomenological research sample should be small
size 14 parents were selected by the decision of the researcher assuming they were enough to
collect relevant data. In addition, the number of selected sample size was relevant for the
reasercher to collect detailed data regarding the parents’ role for effective institution-based
rehabilitation services. Criteria for selecting the samples were, selecting parents who
understood the topic and could provide accurate and relevant information on rehabilitation
services in the selected center. Therefore, the researcher chose parents based on the active

participation they made in the service provision of the center, their understanding of the topic,
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and their ability to explain the intervention made available for their respective children with

developmental disability.

3.4. Data Collection Instruments
The goal of data collecting was to gather reliable facts that would be used in analysis to

provide responses to the study questions that were convincing and credible (Canals, 2017).
Since researcher was assumed to investigate a phenomenon or event by describing and
interpreting participants' experiences in depth about situations under study and to understand
specific cases, observation, interview, and document analysis were used as tools for data
collection. Getting data that is relevant and convincing requires using multifaceted data
collection tools. Consequently, three techniques for gathering data were used in the course of
the data collection process.

3.4.1. Interview
To further identify the issue under study, the researcher prepared an interview guide

containing relevant questions to maintain the consistency of the interview. For
phenomenological research, an interview is a suitable data-gathering method (Gill et al.,
2008). According to Marshall and Rossman (2010), phenomenology interviews enable the
researcher to completely address the phenomenon by giving the informants a place to
communicate their experiences in-depth and as accurately as possible.

The primary goal of the phenomenological interview is to describe the meanings of events,
which necessitates a substantial amount of time to explore the phenomenon under study and
demands that the researcher have outstanding interviewing skills (Turner, 2010). Hence, to
gather comprehensive and accurate data, the researcher conducted semi-structured interviews
with the participants in order to have a better knowledge of what is expected of parents in
rehabilitation programs. Twemty eight semi-structured interview questions were developed in
English and later translated to Amharic based on the leading questions. These semi-structured

interview questions prepared in line with and covered all leading questions. Before the
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interview, rapport was established with the participants, and consent was obtained.
Subsequently, an agreement was reached to commence the interview sessions. On average,
individual interview sessions that covered all contents of the four research questions lasted
approximately an hour, with all interview sessions being recorded on a digital recorder.

3.4.2. Observation
According to Musante & DeWalt (2010), "the goal for the design of research using

participant observation is to develop a holistic understanding of the phenomena under study
that is as objective and accurate as possible." Therefore, being the right observer in the course
of observation to record the evidence as it happened, the researcher conducted observation by
developing checklists for direct observation. The observation checklists were prepared in line
with and covered all leading questions. The researcher observed different service delivery
sessions in the center to identify parents' service delivery roles and contributions.

Observation is a systematic process wherein the researcher focuses on several activities to
illustrate how those activities differ from one another (Nespor, 2012 and Denzin, 2008).
Hence, the researcher conducted observation by paying attention to the activities of the
physiotherapists and parents to identify events that show a direct contribution of parents to
the effectiveness of rehabilitation at the center level. During this observation, the researcher
identified the interaction between parents and therapists that benefited the provision of
rehabilitation by giving attention to the efforts and participation of parents as need fulfillment
actors and activities of parents for children with developmental disability.

3.4.3. Document Analysis
In qualitative research, the strategy of document analysis entails analyzing both digital and

analog records in order to evaluate, comprehend, and expand upon the data they contain. In
order to explore the same phenomena more thoroughly, document analysis is frequently
employed in conjunction with other qualitative research techniques (Bowen, 2009).

Therefore, the researcher analyzed documents to give voice and meaning to the research on
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this topic. The researcher analyzed clients' records and the background of rehabilitation
services provided for clients. While analyzing documents, the researcher incorporated coding
content into themes. The document ananlysis were prepared in line with and covered the third
and fourth leading questions.With the aid of document analysis, the researcher was able to
assess the achievement and improvement in children with developmental disabilities and
assigned activities and responsibilities for parents in each rehabilitation service for the child.

3.5. Data Collection Procedures
The qualitative study employs several philosophical assumptions, strategies, data collection

methods, analyses, and interpretations. These processes involve emerging questions and
procedures (Creswell, 2007). The researcher gathered data from the participants in the center,
and then inductively did an analysis from specifics to broad themes and interpreted the
meaning of the findings. Hence, before data collection, the researcher asked for approval to
conduct the research.

After approval, the researcher prepared conversation and a meeting about the study with the
stakeholders of the center and participants to inform them about what the researcher would be
doing. This was used as a transition for involvement and gathering relevant and accurate data.
At the end of the discussion, the consent forms were given to participants to sign if they
agreed to participate. Then all logistic issues, such as finalizing data collection instruments,
providing orientation for respondents, and deciding specific schedules or dates, times, and
venues to meet with the respondents, were designed.

If the interview is not conducted in the respondents’ native language, it may lead to
undercoverage. Language can affect how respondents create responses by influencing their
cultural and cognitive perspectives (Andreenkova, 2018). Hence, to collect relevant and
original data, the researcher prepared data collection tools in English but translated the
interview questions into Amharic. Based on the research questions, the interview questions
and observation checklists were set before gathering data, but there were revisions based on
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the respondents' situations. Essential and contributing points for the document analysis were
also prepared as a checklist before the document analysis.

The researcher collected data after ensuring validity by using the comments of advisor and by
asking other experts and professional colleagues to check and assess the accuracy of the
content area and reliability by using different data collection tools for triangulation purposes
and enhancing detailed field notes by using recording devices and appropriately transcribing
the document analysis.

3.6. Data Analysis Approach
The analysis of this study took place by categorizing the collected data into thematic areas.

The researcher describes and lists each of the relevant quotes of the study topic to give them
equal value to the respondents’ expressions and proceeds to determine the phenomenon's key
component (Creswell, 2013). The researcher analyzed the data qualitatively by focusing on
the explanation of lived experience of the study participants regarding the phenomena under
the study. The researcher systematically searched and arranged the interview checklists,
observation notes, or other non-textual materials by accumulating them to understand the
phenomenon within the study scope. As the qualitative data analysis involve coding or
categorizing the data into themes, the research made sense by reducing the volume of raw
information in large amounts of data and identifying significant patterns. Then the researcher
drew meaning from the data and built a logical chain of evidence.

Creswell (2007) stated that using participants' own words illustrates themes that enable the
reader to evaluate the interpretations' applicability and preserve the participant's lived
experience. So, the results were stated using direct participant wording, field notes, and
documents, separating the main points into segments and units and summarizing them into
much smaller categories under four themes using descriptive and narrative text. Then, the
researcher conducted the discussion by integrating the findings by addressing own words of
participants with the review of related literature, the researcher's knowledge, skills,
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experiences, and evidence-based judgment using descriptive explanations. Then, the
researcher regulated the data interpretation by interpreting the findings inductively and
synthesizing information.

Stories have a high role in conveying the lived experience of informants about the phenomena
to be studied. The immediacy of the person, the working history to find the solution for the
problems, and fitting pieces of evidence together to deal with their case is clearly explained
only in a case story (Green & Thorogoo, 2014, p. 5-25). Therefore, from the interview
conducted with 14 parents, two mothers were chosen to create a case story that reflected their
experiences as parents of children with developmental disabilities eligible for the
organization's services. Then, the researcher stated the conclusion and recommendation
separately based on the interpretation of the result and professional judgment. Finally, the
researcher wrote the report of the study.

3.7. Research Ethics
The rights of study subjects are at danger when ethical problems are not addressed. Prior to

and throughout phenomenological research, the researchers should take ethical issues into
account (Walker, 2007). As a result, the foundations of this research's collection of pertinent
and acceptable data were secrecy and privacy. The confidentiality of the data was guaranteed
by the researcher. Then, respondents were given the assurance that information obtained via
data-collecting tools was exclusively utilized for academic reasons. Data and papers were
kept safe and secure throughout the study process; they weren't given to outside parties. The
research inputs and outputs were replaced and archived. Additionally, the respondents’ data
were only gathered after their assent, and the study was carried out with the organization's
approval. On the other hand, the researcher properly recognized all of the documents and

resources that were utilized.
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CHAPTER FOUR
FINDINGS OF THE STUDY
This study looked at the role that parents have in raising children with developmental
disability to determine the effectiveness of center-based rehabilitation services available in
the Addis Guzo Rehabilitation Center. As a result, the primary study findings from the semi-
structured interviews with the parents to find out their personal experiences are presented in
this chapter that was combined with researcher’s observation and document analysis. The
researcher presented study findings in two sections: the demography of the participants with
their profiles and the explanation of the practices, beliefs, thoughts, experiences, and feelings
of the participants, categorized in four thematic areas, as well as two case stories.
4.1. The Demographic Characteristics of the Study Participants

The demographics of the study's participants are shown in this section, from whom the
researcher generated data through interviews, observations, and document analysis. They
were fourteen in number. The following table contains the profiles of the interviewed study

participants. The profiles of all study participants are represented by Case 1 through Case 14.
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Table 1: Profile of the Study Participants
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1 | Casel | Biological Mother Married 30 | Grade 10 Has no job 3 8 months M| 0 |1
2 | Case2 | Biological Mother | Married | 37 12+1 Has no job 31 5 days Fl 11
3 |Case3 | Biological Father | Married | 46 | Grade8 Has no job 5 1 year M| 0|1
4 |Case4 | Biological Mother | Married | 30 MA Teacher 5 2% years Flo]o
5 |Caseb Biological Mother Married 30 | Grade 10 Has no job 2 6 months M| 0| O
6 | Case 6 Biological Mother | Divorced 28 Grade 8 Has no job 5 3 days M| 0 |1
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7 | Case7 Biological Mother | Divorced 30 Grade 4 Tapers & candles 5 6 months
Seller
8 | Case8 Biological Mother Married 39 Grade 8 Merchant 2 5 days
9 | Case9 Biological Mother Married 28 Diploma Has no job 6 7 months
10 | Case 10 | Biological Mother | Unmarried | 31 Grade 8 Janitress 5 3 months
11 | Case 11 | Biological Father Married 45 Grade 8 Fruit seller 5 6 months
12 | Case 12 | Biological Mother | Married | 40 | Degree works in 31 6 months
Government office
13 | Case 13 | Biological Mother | Married | 40 | Illiterate Has no job 41" 1 year
14 | Case 14 | Biological Mother Married 24 Grade 8 Has no job 5 2 years & 10
months
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4.2. Perception of Parents towards Their Participation while Delivering Support
Services in the Study Center

All participant parents were asked whether they were aware of their responsibility when
assisting their children with developmental disability to reach the specialized services at the
study center. In their response, six respondent mothers explained they heard about Addis
Guzo Center from Cure Hospital health professionals. The other four respondents stated that
they heard from Yekatit 12 Hospital health professionals about the institution-based
rehabilitation service of the center underway targeting children with developmental disability.
In addition, three participants said that they received information about the center from their
friends, where the services of physiotherapy and the supply of wheelchairs for needy children
with mobility difficulties are obtainable. The other participant of the study said that she
received information about Addis Guzo from Addis Ketema Sub-city. Based on the
information they got about the center, the participant parents took their children to the Addis
Guzo Center in search of rehabilitation services and aid for their children.
The respondents unanimously explained that they stayed in the Addis Guzo Rehabilitation
Center for five months receiving rehabilitation services for their children with provision of
monthly follow up and evaluation per three months after discharge. The center welcomed
them with good manners and dignity from the beginning of the rehabilitation services and
throughout their presence in the center. All participants evaluated the atmosphere of
hospitality in the center as highly interesting, and they blamed the government’s hospitals
when comparing them with the Addis Guzo Center. The participants of the study
unanimously acknowledged that they were not aware of their responsibility and role in
providing rehabilitation services for their children with developmental disability, alongside
with the specialized services that needed to be provided by professionals. They further

confirmed that it was due to the awareness-building service of the center that they were able
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to understand about their respective responsibilities and involvement in the process of the
rehabilitation of those children. The Case 3 interviewee in the study stated about the services
and journey of his success in facilitating his child with developmental disability to access the
therapy services of the center as follows:
I noticed that my child had developmental disability while he was one year old, which
was different from the developmental milestones of his sisters. After talking about the
problem of my child with my wife, we took him to the hospital to get the right support
for his issues from the medical staff, but the diagnosis result for my child was difficult
to pinpoint. We also took him to different diagnosis centers, but they found no
difficulty in my child. Because the impurities of my child were unknown, they gave us
no direction for facilities he needs. The severity had increased because my son received
no assistance until he was three years old. We ultimately brought him to Black Lion
Hospital to identify his condition. Finally, the Black Lion Hospital diagnosed him as
having CP. Since they told me they could not cure my child's developmental disability,
| returned home and prepared myself for his death. But | once confided in my friend
that | had fallen into problems that had happened to my child. After discussing my
child's issues with him, my friend informed me about a center called Addis Guzo that
provides wheelchairs for such a child. I brought my child to the center, and the staff
recommended starting physiotherapy treatments. | stayed here in Addis Guzo Center for
five months, receiving and providing therapy services for my child with
physiotherapists.
The direct expressions of the twelve study participants showed that they had received
practical skill training in providing therapy, feeding, and taking care of their child from
professional support at the center. Regarding drawbacks existing in the center, eleven

respondents did state that there was no existing drawbacks in the center that blurred the
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contribution of the rehabilitation service of the center. On the contrary, the remaining three
respondents stated that the center is not at an appropriate location and is not well known by
people who need such services for their children. According to these three respondents, even
those who have known the center, it is difficult for them to come to the center for
rehabilitation services as the place is not conducive to transportation. The three respondents
stated that the government should facilitate an appropriate environment to redress those
problems and help them open another branch.
Five respondent mothers said that they received services for only five months and were
discharged by the end of five months rehabilitation services provision, and they
recommended that it is better if there is a time extension for rehabilitation services, and it is
good if the center supplies standing and waking frames as they do wheelchairs. In addition,
one respondent expressed that it would be better for the center if they hired a speech therapist.
The study respondents were similar in believing that the parents’ participation is significant
as well as supportive for effective rehabilitation services provided by the center. They all said
their participation made the benefits of the therapy services multi-fold because they gave
home services following the same procedure they got from the center. So, all respondents
stated that their perceptions were positive, their participation was active, and that these
benefited the child, parents, and center directly and indirectly to maintain the expected
outcomes. One respondent mother, who was assigned Case 9, reported her perception when
she was participating in the provision of rehabilitation services for her child as follows:
When | identified that my child had disabilities, | was shocked that | was the only
person to cover almost all activities expected of my son with disabilities. | even stopped
my job because | had to help him at home. In addition, | knew that our community
understood disabilities as the manifestation of abnormality and the parents' wrongdoing.

My relatives advised me to take my child to a traditional wegesha and get remedies for
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him. Since people with such opinions were annoying, | took my child there, and the
only good thing | got out of it was that | met the woman who told me about Addis Guzo
Center. Then I discussed this with my husband and took him to the Addis Guzo Center.
| received practical exercises in providing therapy, feeding, and caring for my child as
professional support from the center. The professional support from the center allowed
me to treat my son at home and in the center, which helped him bring about the change
observed in him. My child can now eat, drink, sit alone, and stand up with support. My
child showed better improvement, even though the problems | encountered were
discouraging. So, it will be good if the center gives us a time extension. In addition, |
will be happy to have a standing and walking frame, as they provide a wheelchair. The
last thing | want to say is that parents should cooperate, be strong, be active participants
in rehabilitation services, take their children to health centers early, and pay attention to
their children to accomplish the expected outcome of the intervention.
The observation was conducted to identify the perception by observing their happiness,
readness, willingness and acceptance of recommendation from professionals; and level of
participation of parents in facilitating access to specialized services available in the study
center for their children with developmental disability. The data gathered through
observations demonstrated and elaborated that the study participants’ perceptions were
favourable for rehabilitation service provision and that they were actively participating in
therapy service delivery. In addition, these observations indicated that female participants
were more active than male participants in the therapy service delivery sessions. Therefore,

the data was triangulated by observation of the study participants.
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4.3. The Importance of Knowledge and Adaptive Skills Transfer to Parents for
the Effective Provision of Rehabilitation Services to Children with
Developmental Disability

Each participant's parents were asked questions regarding the importance of knowledge and
adaptive skills transfer to them for providing effective intervention to their children with a
developmental disabilities. All participant parents stated that parents confront significant
obstacles while caring for children with developmental disabilities who have complex
requirements, and they often need coping mechanisms for the unique issues they encounter.
As a result, parents may engage in the activity of providing cooperative, comprehensive, and
child-centered care by evaluating and fostering all facets of their growth.

All respondents believed that raising a child with impairment has an influence on child's life
and harmed theirs. In addition to the above, eight study participants stopped their
occupations; three participants left their residences to facilitate services for their child; and
one respondent started begging since she had nothing to feed her child because of the
developmental disability in her child. Additionally, nine respondents experienced social
segregation, and two mothers divorced after having children with disabilities. In their
responses, six participants reported that while they struggled to improve problems in their
children, they experienced at least one problem with anxiety, depression, or other unresolved
health issues, and their children were repellent from school. Case 2 explained her experience
regarding the situation of her child and her lived experience as follows:

| was born in Dire Dawa City. | got married and gave birth to three children there. My

first two children had no disabilities, but my third child was born with disabilities. The

doctors diagnosed her with disabilities at birth. She had spina bifida and had surgery
when she was six months old. Hence, she had the communication disorder and physical

movement limitations expected from her age. Since | knew | was responsible for my
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child's care and health, I tried to provide home-based therapy services in Dire Dawa,
but my child did not show progress until she was two years old. Since my child has ot
integrated and played with her peers, | was always crying when | saw children playing
together in the playground. The other painful challenge was that | stopped working,
which led my family to face limited financial capacity to afford food and other needed
goods. | also faced health problems like high blood pressure. Facing such problems
made me discuss the issue with my husband to find professional support. However, it
was disappointing to see the non-availability of rehabilitation professionals and a center
that could resolve the developmental disability in my child in Dire Dawa. Then |
decided to move to Addis Ababa to find appropriate rehabilitation services for my
child. Then, | started to live in Addis Ababa and found Cure Hospital to provide
services for my child. On his advice, one doctor from Cure Hospital told me that | had
to take my child to Addis Guzo. Following his advice, | took her to Addis Guzo Center,
where she received therapy services two days per week for about five months. As a
result of the rehabilitation services provided by Addis Guzo with my full participation,
my child started to speak and walk with minimal support.
The first measure that six respondents took to overcome these challenges was taking the child
to religious institutions to get holy water for healing, whereas eight respondents took the child
to hospitals to overcome these challenges. All respondents expressed that they faced different
challenges and contributed more than what was expected of them to see the progress of their
children and become as normal as possible. However, only two respondent mothers supported
their child by providing home-based physiotherapy before the enrolment in Addis Guzo, but
the result was not as positive as they expected. Case 8 of this study explained her experience

regarding the above issue as follows:
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My child became disabled as a result of problems that occurred at birth. This made me
hate government hospitals and I don’t go there and other hospitals for diagnosis and
medical support. When my child was born, the doctors and nurses hadn't paid attention
to the child. After the third day, | observed an abnormal situation in my child and talked
to doctors about what | had observed. They did not want to tell me about my child's
problems after the diagnosis on the fifth day of birth. The first measure | took was
taking him to the church to get holy water for healing, but there was no improvement
seen in my child.
According to all respondents, speaking and walking are the life skills that are most important
for a child's future success in life and work. In addition, four parents anticipated that their
children would attend school with others of a similar age. The respondents unanimously
supported and trained their children to walk and play, fed the child properly, kept hygiene,
reacted or treated behavior, cared for the child, and asked or sought ways to cope with the
child’s problems to improve their adaptive skills, help them develop their problem-solving
abilities, and attain the knowledge that is appropriate for their age based on the practical
training they gained from the center and their experience.
The study participants unanimously explained that they had never undergone official training
in the adaptive skills necessary for providing care and rehabilitation services in a center, at
home, or in community. But the Addis Guzo Center allowed them to observe the therapists
during therapy, actively participate in giving rehabilitation services, cooperate with others
during service delivery, and accept the advice and recommendation of professionals. The
center also helped them be able, willing, and prepared to take on more active roles. Case 5
described the following scenario regarding her child's everyday living and her

responsibilities, as follows:
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The doctor from Pawulos Hospital told me | was pregnant with male and female twins
when | went there for a prenatal visit. | had not given birth at term since one of the
twins had a respiration problem. I lost my female twin, and the male twin stayed in the
incubator for one week. Even though the doctors did not inform me of his problems
early, 1 observed that he had a disability six months after birth. He did not crawl or
move his legs and hands. In addition, he had communication difficulties. Hence, | took
him to Pawulos Hospital, and they referred him to Abet Hospital. He received medical
treatment at the Abet Hospital for a year. One of the beneficiaries of Addis Guzo told
me about the Addis Guzo Center when | was there with my child. Then, I took my child
to Addis Guzo Center. At the beginning of the therapy, the professionals told me that |
was responsible for my child’s life skills, which he must achieve because of the therapy
services. | want my child to walk and say "Mama" to me. To see improvement in my
child, I actively participated in therapy and gave him therapy services at home.
According to the opinion raised by three participant mothers, the center is engaged to transfer
therapeutic skills and support to parents with an objective to enabling them to be
paraprofessionals in providing rehabilitation services at home for their respective children
with developmental disabilities. Hence, these informants further reported that they were
actively engaged in supporting and treating their children at home and discharged their
responsibilities stated above.
The study respondents unanimously highlighted that they are in charge of raising their
adaptive skills and knowledge development to support their children. They all explained that
they do not want their children to depend on others; they want them to learn and participate in
all activities expected of them. They all stated that they dreamed of the best for the future
lives and careers of their children. In addition, five respondent mothers said that they want

their child to be a doctor for children, and to accomplish this expectation, they are doing all
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that is expected of them. Case 11 of the study, the father presented his aspirations about his
child's life after having a developmental disability in the following scenario:
My child is not yet proficient in reading and writing letters even though he has
begun attending preschool. However, it is heartening to see how much progress he has
made in learning to read and write letters. My first concern was that he must be literate
in reading and writing and develop functional daily living skills, mainly interpersonal
and social interaction abilities. | hope that my child will be able to stand and walk to
school like his peers. That is why | am currently caring for him and searching for
opportunities that benefit him. As it is known, | will no longer be with him in the future
for all of his needs. Something that | am afraid of is that my child will be left alone
without assistance. Hence, | am assisting him in seeing him as independent of others. |
wish my child should stand, walk, learn, and be capable of leading an independent life
and exercise that ability with confidence and the spirit of self-reliance. | want him to be
a specialist doctor for children with disability.
The researcher conducted observations and document analysis to investigate the importance
of knowledge and adaptive skills transfer to parents in providing effective treatments for
children with developmental disability. The data gathered through observations showed that
they all supported and trained their child to walk, communicate, react or treat the behavior,
and asked questions at the time of problems. Parents were also providing physiotherapy
services with the physiotheraists and assited them properly. They could operate assistive
materailas and fiexed for ther children. In addition, the analysis of the documents identified

each daily activity planned for parents.
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4.4. Types of Rehabilitation Services Made Available in the Study Center for
Children with Developmental Disability

All participant parents were asked to explain the types of rehabilitation services made
available in the study center. The respondents unanimously explained ranges of rehabilitation
services that were available in the study center. As they stated, the study center incorporated
physical rehabilitation, speech, emotional, behavioral, and adaptive skills therapy; served as
an assistive aid provider; provided referrals for medical services as needed, practical child
problem-based skill training; and served hygiene materials, food for children, and a transport
allowance. One respondent expressed that one of the physiotherapists came to her residence
to see her life situation and assisted her in providing home therapy services. After the visit of
the physiotherapist, the center also supported her with food supplies for about three months.
By the end of the rehabilitation services, eight of the parents expected their child to be able to
control their head, sit, stand, walk, and speak independently, and they all saw improvement in
minimum of one of these areas. In addition, six parents expected their children to attend
school with their peers.
According to all respondents' explanations, their child had mobility difficulties, and five
participants said their child could not crawl, but there was an improvement after rehabilitation
therapy. In addition, ten participant mothers said that their child had communication
difficulties, and six parents said their child had made improvements and started to
communicate following the therapy services. On the other hand, four participant mothers
stated that their child produced no sound before therapy, and they all began to babble and
produce simple words because of rehabilitation therapy. Among these parents, Case 6 firmly
discussed the situation of her son as follows:

| had no any complications during pregnancy of my child. My child also didn’t have

any prenatal history regarding his current problems. But, he was diagnosed as a child
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with disability at Yekatit 12 Hospital on the third day of his birth. He had an abnormal
body part with limited body movements and communication difficulties. Hence, |
treated him at Yekatit 12 Hospital as an outpatient for about four years. Suddenly, one
of my child’s doctors advised me to take him to Addis Guzo Rehabilitation Center. I
took him to the Addis Guzo, where my child began to receive physiotherapy, assistive
materials, adaptive skills therapy, hygiene materials, and practical child problem-based
training and a transportation allowance.
All participants explained that the therapists provided rehabilitation services for their children
in the center; of these respondents, ten stated that the center made them think there would be
a good change in their children; enabled them to be satisfied with the service; and equipped
them with the knowledge, abilities, and assurance required to actively participate in
rehabilitation services in the center and at home. Seven participants explained that providing
services with respect and love for the child makes them active participants in the
rehabilitation services. All participants stated that the services in the study center
strengthened their ability to provide services at home. Case 1 of the study explained the
rehabilitation services provided for her child by the center as follows:
| face no challenges that make me sad concerning the provision of services for my son
with developmental disability at the Addis Guzo Center. Before coming to Addis Guzo,
my feelings and emotions were affected, as | always thought of my child's future. Many
people were trying to help me overcome the issue of my child. My neighbors helped
and supported me as | cared for my son, who has developmental disabilities. They also
took the lead in integrating my son with their typically developing children so that they
could see him play in peace and closeness with his peers. | attested to the fact that this
circumstance allowed me to become hopeful for the future career of my child and

started to search for solutions on how to facilitate his life. As | started to provide
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rehabilitation services in Addis Guzo, my child began to receive therapy services from
the therapists. The services they provided encouraged me to believe that my child could
improve. | can declare that the support and facilities from the center enabled me to
participate in the rehabilitation services, to feel satisfied with the service, and equipped
me with the understanding, skills, and self-assurance required for me to actively take
part in organizing and providing rehabilitation services at home. | argued that | was a
partner in rehabilitation services when all service providers treated my child with
respect and affection. | agreed that the center's services helped me become capable of
providing services at home, during center-based rehabilitation and after the end of the
program. | saw satisfactory improvement in my child's problems because of
rehabilitation services and my active participation.
In addition, the conducted observations and document analysis identified the types of
rehabilitation services made available in the study center for children with developmental
disability. The center incorporated physical rehabilitation, speech, emotional, behavioral, and
adaptive skills therapy; served as an assistive aid provider; and provided referrals for medical
services as needed, practical child problem-based training for the parents, hygiene materials,
food for the children, and a transport allowance.
45. The Role, Contribution and Duties of Parents in Rehabilitating Their
Children with Developmental Disability
The other prepared questions for the participant parents' interview intended to investigate
their role, contributions, and duties in providing treatment for their children with
developmental disabilities in the study center as well as in their respective homes. In
responses to the questions indicating the roles, contributions, and duties, all parents said that
even their children with developmental disability are at the stage of child age and started

rehabilitation as early as possible to maintain improvement; they are deeply concerned about
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the implications of these disabilities for their children's future lives. Therefore, they were all
eager to carry out their assigned responsibilities to see improvement in their child.
All participants clearly stated the types of responsibilities that the center assigned to them to
provide therapy services for their child with developmental disability. These responsibilities
include assisting the therapists, providing adaptive skills in rehabilitation services, equally
participating in rehabilitation services for the child, managing the behavior of the child during
therapy services, knowing their responsibilities and acting to discharge them, meeting the
needs of the child, positively interacting with other professionals, supporting and training the
child to sit, crawl, roll, stand, walk, communicate, and play, and feeding the child properly,
and keeping the child’s hygiene following non formal practical training they ganed from
professionals.
The participant parents unanimously did believe that the improvement of the capacity of
parents being equipped with those specialized services and skills enables them to discharge
their responsibilities and protect/treat their children with developmental disability. All
participants stated that they were assigned to provide rehabilitation services for their child at
home. Hence, they all provided therapy services at home and will continue until their child
achieves the expected outcome. One of the study participants’ mothers, Case 12, explained
her roles in rehabilitating her child with developmental disability, as presented below:
| believe that parents’ strengths in rehabilitating children with disabilities are preferable
to achieve the expected outcome. | tried different opportunities to get appropriate
service providers for my child before joining the Addis Guzo Center. When | began to
follow rehabilitation services at Addis Guzo, | discussed the whole issue of my child
with them. Then, they assigned me responsibilities by providing practical professional
support and appropriate counseling at the beginning of the day. | provided

physiotherapy services equally with physiotherapists in the center. Based on what we
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had done with physiotherapists in the center, | provided therapy services at home. |
discharged the responsibilities assigned to me by assisting the therapists, providing
adaptive skills in rehabilitation services, participating in the rehabilitation services for
my child, managing the behavior of the child during therapy services, meeting the needs
of my child, providing child care, positively interacting with other professionals,
supporting and training my child to walk, communicate, and play, feeding the child
properly, and keeping hygiene. In addition, | provided practical training for my husband
and my children, as it can be difficult for me to discharge the above activities alone. We
all cooperated to help my daughter improve her daily living skills and the activities
expected of her. The participation of my family and | highly supported the activities of
the center.
Finally, the observations of parents' roles, contributions, and duties in providing rehabilitation
services for their children with developmental disability at the study center confirmed the
data collected through interviews with study participants. Hence, the data collected through
observations demonstrated and elaborated on the data that study participants described as
their lived experiences.
Generally, as part of findings of this study, “Two Case Stories” were used to illustrate the
thematic areas and give more detailed information about the parents of children with
developmental disabilities’ experiences compared to roles the provided in center-based
rehabilitation services. The researcher selected two of the participant's parents to prepare
"Case Stories," and the following are the details of their stories:
A. Case Story |
Case 10 was born in 1984 in Addis Ababa, around Cherkos. Her father was a storekeeper, and
her mother was a housewife. When she was nine years old, she began to learn. Since her age

was ten years, she was forced to be engaged in daily labour work to assist her parents who
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had no financial capacity to adequately afford the cost of their household. Despite being a
clever student, she went through six rounds of repetition in school. She became pregnant
when she was in the ninth grade. After completing grade nine, she gave up school because the
school community rejected her and embarrassed her family.

She then vacated her home and began living with her lover in a house they had rented for
approximately four months. Her parents were aware of all her problems and took her back
home after four months of looking for her. When she was pregnant, her boyfriend told her
that she had to give birth to a beautiful girl to remind his deceased sister of him.
Unfortunately, she gave birth to a male baby with disabilities in 2010 at the age of 26. After
that, her lover started to drift away from her. She lost her father three months after giving
birth, who used to support her and her family by doing additional daily labor jobs on days
when he wasn't busy with storekeeping. As a result, she had a lot of troubles raising her child.
She stated that when her child was six months old, she observed and found that her child had
developmental disability that he could produce no sound, had behavioral problems, and
limited body movement. She began to pay attention and realized her son couldn't even crawl.
She also noticed her child's legs were unusually bent inward. She informed her partner what
she had seen in her child. However, what she heard from him was tragic. He adamantly
asserted that the child was not his and that he had no business with her. In addition, he
warned her not to call her child by his name as a father. So, she gave him the name of her
father as his father.

Although it was tough to accept such treachery, Case 10 indicated that she was wilful that her
child would be capable and decided to care for him. Then she began to talk about the issue of
her child to all the people she met on her ways. As a result, one of her neighbors told her to

take her child to Cure Hospital, so she took him there to seek appropriate treatment based on
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a more thorough and deeper diagnosis. After the diagnosis, the findings revealed that her son
had a cleft lip and palate and an abnormal position of the legs.

Her feelings were sad due to the difficulties her child was experiencing, the passing of her
father, and the information she heard from her lover. When she realized how negatively the
developmental disability was affecting her son's life and career, she was highly depressed.
Her inability to pinpoint the exact cause and course of action for her son's developmental
disability also disturbed her. She needed to accept the situation, look for expert assistance
from the hospital to find a solution, make plans for the future, and learn how to care for her
son. She encouraged herself to be resilient, told herself to be strong, and believed she could
resolve the problems.

As she became committed to searching for ways to facilitate treatment services for her son,
she gave her consent for Cure Hospital doctors to perform two surgeries (legs surgeries and
lip and palate surgeries) on her child. The surgeries were successful and enabled her to
continue her persistent endeavor to enhance the overall capacity of her son and advocate for
services for children with developmental disability. She explained that it is difficult for her to
work and earn money.

Case 10 became dependent on her mother and her younger brother. She had nothing to buy
diapers and soap for cleaning and washing the baby and clothes. In addition, her emotions
and interactions with others were affected because our local community members believed in
that disability is punishment for parents’ wrongdoing. She stated that a few of her neighbors
said, she had a child with developmental disabilities because her parents condemned her for
becoming pregnant before being married. These few neighbors began to ignore her, even
though most of her neighbors supported her.

When her son turned four years old, she started looking for a center that provided

physiotherapy and speech therapy for him. However, getting a center with specialized
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services for her child was not an easy task for her. She lacked the financial means to pay for
the therapy services of her child at a private clinic, so she found the Cheshire Rehabilitation
Center and took her son there to get physiotherapy services. She became happy as she found
appropriate services for her child, but they only provide therapy services once per month. She
thought this could not bring about the outcome she planned to see in her child. Then she
began to search for other physiotherapy services for her child.

Finally, she found the Addis Guzo Center, which provides specialized services for children
with developmental disability. Her child received therapy services for five months at the
Addis Guzo Center. She also provided therapy services for her child at home. As a result of
their guidance, support, therapy services, and other rehabilitation services that Addis Guzo
Center provided with her full participation, her child started to speak and move with minimal
support. She gained confidence as a result of her child's developmental improves and began
to work as a janitor around her residence. Generally, her experience with the Addis Guzo
Center has been life-changing for her and her child. She was happy about the Addis Guzo
Center's dedication to helping children with developmental disability.

B. Case Story 11

Case 7 was born in Menz, Mehal Meda, of the Amhara region. She was 30 years old. As she
explained, she used to live in stability with her siblings as a rural child. Her parents allowed
their children to learn even though they were illiterate farmers. Regarding her academic
career, she stopped learning after completed the fourth grade. At the age of fourteen years,
her father forced her to get married with a man she didn’t know before. This made her to be
despondent and lost ambition and the will to pursue her dreams of having a fulfilling future
and being competent in all aspects of her life. She knew lots of teenagers in her neighborhood
living an ambiguous life as they got married at their teenage age. She thought that she had to

leave her parents and live alone. She succeeded in doing so and moved to Addis Ababa.
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According to her expression, she worked as a maid for eight years while residing in Addis
Ababa, Gedam Sefer. She stated that she suddenly fell in love with her husband and married
at 23 years old. Since he was construction worker, her husband had a sufficient income. As a
result, they changed their residence and rented the house from Bole Arabsa. She also started
construction work there as a new job with her husband. After they lived there for one year,
she became pregnant. She reported that even though she was happy because they were ready
to have a child, due to her poor infertility status, her medical diagnosis showed that she
needed to work with a medical assistant. She gave birth in 2010 E.C. after receiving nine
months of extensive medical treatment.

Case 7 reported that her child had a cheerful face and appeared to be robust and handsome
during infancy. Six months after birth, she understood that her child produced no sounds and
maintained no physical movements expected in her babyhood. Her bones were not strong
enough to provide gross and fine motor movements. She was alarmed and concerned when
she learned of the unanticipated developmental disability with her child.

She said that because her husband knew her child's developmental disability, he dumped case
7 and found another wife. He once choked and kidnapped her child to kill her, but she yelled
and forced him into jail. A bad thing she heard about her husband was that he also had a blind
child from his second wife. He also left her, and she doesn’t know his address. Since the only
person who cares for her child is her, she first took her to Katila Mariam for a rite and had
priests pray for her child. In addition, they also put holy water on her every morning for one
year. But she saw no improvement in her daughter. Since life was difficult, she went back to
her family in Menz. She stayed there for six months, taking her child to different holy water
places, but she saw no change in her child’s development. After six months, her family

members began to hate her as their interaction with the community began to decrease from
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time to time. Some of the community members also began to deny her greeting. Only one of
her sisters supported her in providing care for her child.

As she said, Case 7 returned to Addis Ababa to continue looking for assistance to make her
child's future life independent. She returned to Katila Mariam and began residing in a plastic-
made home. To address the problems in her child, she took her child to a Protestant church
and a mosque. She said she decided to switch her religion if they could improve her child's
disabilities. Even though the craftsman did nothing to her daughter, she paid him 19,000 ETB
deducted from her savings account and 20,000 ETB that her sister had deposited. During this
time, what always makes her restless is the death of her sister, who was the only person
beside her at the time of her problems. Seeing her difficulties, people around Katila Mariam
collected 17,000 ETB and made her take her child to a known traditional witch. She took her
there and gave him 17,000 ETB, but she saw no improvement. Some people advised her to
beg since her child showed no developmental progress expected for her age. But she was not
discouraged about the changes she expected to see in her child. She contracted heart and
kidney disease as she spent so much time caring for her child without rest.

Finally, Case 7 took her daughter to Cure Hospital, where one of the health professionals
advised her to take her child to Addis Guzo Rehabilitation Center. She discovered the Addis
Guzo Center, which provides specialized services for children with developmental disability.
It was her ambition, and she felt happy and took her child to the Addis Guzo Center.
Following therapy services from the Addis Guzo Center and her full participation, her child
began to show modest improvement. As a result, she developed confidence and started to sell
tapers and candles around Katila Mariam Church. Even though she is living beside the church
in a plastic-made home, she is happy since her objectives for her daughter are on the right

track to being accomplished and for the fact that her child is alive.
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CHAPTER FIVE
DISCUSSION

The leading research questions based on the study's overall goal that addressed the study's
main thematic areas were: the perception of parents about their participation in rehabilitation
service delivery, the process and importance of transferring adaptive skills and fundamental
knowledge to parents, types of rehabilitation services made available in the study center for
children with developmental disability and the expected outcomes, and roles of parents in
rehabilitating children with developmental disability and benefits that occurred from their
contribution.

5.1. The Perception of Parents towards Their Participation while Delivering

Support Services in the Study Center
As confirmed by the study, all participant parents were not aware of the presence of
institution-based rehabilitation services including Addis Guzo Center and their respective
responsibility in rehabilitation services for children with developmental disabilities. Hence
the center provided full information about the center, available rehabilitation services at this
institution, and their participation and reponsibilities. These study's findings have been
supported by studies done by many academics. For instance, growing parental competence
via knowledge and skills promotes parents to take on more active responsibilities at home,
according to King et al. (2019); Siebes et al. (2007) and Davies et al. (2017) also suggested
that giving parents greater opportunity to attend therapy sessions and clarifying essential
components of therapy to parents helps increase parents' involvement in intervention and
perceive these services as more responsive to their children's needs.
The study findings disclosed that what the Addis Guzo Center is doing on human rights and
dignity is encouraging, especially for parents and provide holistic rehabilitation services for

individuals in need. As noted by Meijer (2017), the core of rehabilitation is respect for human
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dignity, a crucial basis for rehabilitation service, and necessary for positive and right
rehabilitation services.

In addition, the study's findings showed that even though Addis Guzo Center’s rehabilitation
services seem holistic; the location of the center is not as such accessible and they didn’t have
speech therapists in their service even though most children with developmental disability
have communication disorders and need services from speech therapists. Opposing the above
issue, findings by White (2013) and Stanton & Garfield (2011) stated that a multidisciplinary
team that involves simultaneous work by all experts and has defined roles, tasks, and
hierarchies of authority and goals helps to develop a therapy strategy that would enhance the
patient's mobility, perception, and communication.

As indicated by the study findings, parents’ participation made the benefits of the
rehabilitation services multi-fold as they provided home services following the procedure
they got from the center, had positive perception concerning their participation and were
active rehabilitation service providers in the center. This discovery is consistent with the
information gathered by other local researchers. For illustration, to modify behavior in
children, parents must first adjust their perceptions and make thoughtful plans to give their
children the care and attention they require (Paromita, 2017).

The findings of the study depicted that the Addis Guzo Center enabled parents to be satisfied
with the service, actively participated in rehabilitation service delivery, equipped them with
the necessary information, skills, and confidence, and strengthened their ability to provide
services at home. Supporting the above finding, Alsem et al. (2017) pointed out that gaining
the family's trust and active involvement in the child's treatment is crucial; their participation

in rehabilitation encourages parents to play active roles in the intervention.
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5.2. The Importance of Transferring Adaptive Skills and Fundamental Knowledge
of Rehabilitation Services for Children Developmental Disability to Parents

The study findings set out that the center was engaged in transferring therapeutic skills and
support to parents to enable them to be paraprofessionals in providing rehabilitation services
for their respective children with developmental disabilities at home. Supporting this finding,
King et al. (2019) and Wilcox et al. (2006) disclosed that, there is a potential technique to
assist the work shifting of parents from experts and help balance the power imbalance is
through the parent-professional connection, which promotes the overall child’s improvements
and positively impacts the professionals and parents involved.
As findings of this study confirmed, nurturing children with developmental disability is
challenging for parents that include experiencing problem like anxiety, depression, or other
unresolved health issues, and their children were repellent from school. Hence, overcoming
these could be the activity of parents. Byrne & Cunningham (2021) and Abebe et al. (2020)
noted that rearing a child with a disability affects daily care obligations, emotional
discomfort, interpersonal challenges, financial difficulties, and negative societal
repercussions fatigue, and loss of leisure time due to caretaking responsibilities are only a few
components of family life. In addition, parents struggle with issues like restricted treatment
alternatives, increased distractions, a lack of privacy and safety, and being vulnerable to
poverty and illness.
Other studies by Beresford et al. (2007), Ntinda & Hlanze (2015), Yilmaz et al. (2013),
Thwala et al. (2018), Tigere & Makhubele (2019), & Sapkota et al. (2017) highlighted that
mothers with disabled children endure pressure, loneliness in the community, stigmatization,
face sadness and anxiety, particularly in nations with low economic status, and parents of

children with disabilities face emotional, social, economic, and material difficulties.
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The study findings demonstrated that parents are responsible for their children's adaptive
skills and knowledge development since they do not want their children to be dependent on
others and participate in all activities making them maintain the best future lives and careers.
This result is consistent with research by Kruijsen-Terpstra et al. (2014) and Kahsay (2010),
which showed that family involvement in service provision is better for good child outcomes
and parents help the child apply learned skills in real-world environments, as well as sustain
and foster these skills in other life contexts, and allowing them to meet their regular social
obligations and the additional demands imposed by their impairment.

5.3. The Types of Rehabilitation Services Made Available in the Study Center for

Children with Developmental Disabilities and the Expected Outcomes

As the study findings further delineated, the range of rehabilitation services that children with
disability received from the center, include physiotherapy, speech therapy, emotional and
behavioral therapy, assistive materials, adaptive skills therapy, practical child problem-based
training to provide services for the child, hygiene materials, food for children, and a transport
allowance. Concerning this finding, ILO (2008) and Wade (2020) indicated that people with
disabilities should attain a life that is individually fulfilling, socially significant, and
functionally productive life through rehabilitation, a comprehensive program that combines
medical, physical, psychological, and occupational therapies; thus, rehabilitation services
often encompass linked medical, social, educational, and vocational services including
psychiatric counseling, and aids technological assistance and assistive gadgets like
wheelchairs, prosthetic limbs, and communication tools. In addition, WHO (2017) stated that
the goal of rehabilitation for individuals with disabilities is to assist individuals in achieving
and maintaining their ideal levels of sensory, cognitive, psychological, social, and physical
functioning. The study findings have proved that parents’ expectation for their children were

pertaining to advancements in mobility, communication, education, and quality of life that
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include able to control their heads, sit, stand, walk, speak, and attend school with peers. The
studies by Wade (2009) and Daba (2015) pointed out that each treatment service is
customized to meet patients’ needs and may involve one or more therapy services enhancing
their natural abilities in their natural environment to raise the standard of living for children
who have impairments. In addition, a treatment plan that aims to enhance the patient's
physical, perceptual, and communicative capacities while gaining skills is shaped by creating
goals with the patient, their family, and other experts (Stanton & Garfield, 2011).

5.4. The Role of Parents in Rehabilitating Their Children with Developmental

Disability and Benefit Occurred from Their Contribution

The study findings confirmed that parents of children with developmental disabilities played
significant roles to executing assigned responsibilities that help them to bring needed
improvement to their child. They were concerned about the implications of developmental
disability for their children's future lives. These aspirations of parents are similar to multiple
works of literature, including the study by Mauk (2007) and McConnell et al. (2022). Their
findings confirmed that the contribution of parents to rehabilitation services is enormous;
their efforts could make a significant difference; their commitment determine the
effectiveness of rehabilitation services; they play a crucial part in encouraging the children's
everyday involvement necessary for practice in rehabilitation and in inspiring them to do so.
Aldersey's (2020) study also reported that parental support strategies include family members
who play prominent roles while supporting, guiding their children with disabilities and aiding
the implementation of rehabilitation services.
As the finding of this study disclosed, in order to address their children's developmental
requirements, parents of children with developmental disabilities broadened their parenting
duties by working on tasks typical to their parenting obligations. Parents were assigned and

discharged responsibilities which include assisting therapists, providing adaptive skills in
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rehabilitation services, equally participating in rehabilitation services for the child, managing
the behavior of the child during therapy services, knowing their responsibilities and acting to
discharge them, meeting the needs of the child, providing child care, positively interacting
with other professionals, and supporting and training the child to maintain expected
outcomes. This finding of this study has been proved by Lutz et al. (2012), Dunst & Dempsey
(2007), and Sugden et al. (2019), who described that clear roles for parents and therapists in
collaborative goal setting have been identified. These roles include therapists as educators
providing psychosocial support and parents as facilitators of their children. Responsibilities
may be related to meet children's extensive care, medical, and developmental requirements.

This study’s findings confirmed that improved capacity in parents which equipped with those
specialized services and skills enables them to discharge their responsibilities and treat their
children with developmental disability. Hence, parents comprehend the expectations of the
professionals are inspired to participate during sessions, extend the intervention at home, and
assume more responsibility both in and outside of sessions. This finding of the study is
accordant with the study findings of several authorities in the field. For instance, it was noted
by Sukkar et al. (2017), Carroll & Sixsmith (2016), & King et al. (2006a) that parents need
knowledge, assistance, and skills to manage the lives of their disabled children as well as to
create and maximize opportunities that fit their needs as a family and the children's abilities.
Another study by Davies et al. (2019) elaborated that through iterative exchanges with
professionals; parents construct and establish goals for their jobs, as well as expectations for

their own and the professional's duties and competence.
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CHAPTER SIX
CONCLUSION AND RECOMMENDATION
6.1. Conclusion
Children with developmental disability require specialized care and attention to reach their
full potential. The study's aim was to examine how parents of children with developmental
disabilities contribute to the effectiveness of center-based rehabilitation treatments offered at
Addis Guzo Center. The study was organized to be undertaken in four major areas of focus so
that key findings were presented accordingly. These central themes of the study are:

» The parents' perception of their involvement in delivering rehabilitation services;

» The purpose of transferring adaptive skills and basic knowledge from professionals to
parents in rehabilitation services;

» The types of rehabilitation services offered at the study center and their expected
outcomes; and

» The roles and contributions of parents in provision of the rehabilitation services for
children with developmental disability.

The study disclosed that parents of children with developmental disability effectively
discharged the responsibilities assigned to them, as their perception of their involvement in
rehabilitation service delivery became positive after the provision of professional support and
awareness-raising services from Addis Guzo Center. This non-governmental organization
provided holistic rehabilitation services that could be aligned with the bio-psychosocial
model of rehabilitation, placing children with disabilities at the center and surrounded by
medical, psychological, and social components, with the involvement of parents. The center
provides these rehabilitation services with respect for human dignity, which is crucial for
effective rehabilitation services.

The findings of this study depicted that parental understanding of their children's
requirements, provision of appropriate care and rehabilitation services, and enhancement of

children’s independence and quality of life as paraprofessionals have all been made possible
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by the development of essential knowledge and therapeutic skills from the professionals and
parents. The study center offers a variety of therapeutic treatments, such as physical therapy,
speech therapy and counselling services. A collaborative approach involving parents and
other professionals ensures that care for children with developmental disabilities is sufficient
and thorough, and reach their full potential in terms of motor, communication, cognitive, and
social skills, as well as becoming more independent in community life. As a result, both the
center and parents expect to see improvements of children with developmental disability.
Finally, the study’s findings identified that center-based rehabilitation services play critical
roles in supporting children with a developmental disability, where active involvement of
parents plays a critical role in supporting the child’s progress outside of therapy sessions,
leading to improved outcomes, and advocating for their needs. Ensuring parents’ involvement
grant that children with developmental disability receive appropriate services in the
community and make the center-based rehabilitation services more effective.
6.2. Recommendation
The following recommendations are suggested to be used as valuable inputs for concerned
and responsible stakeholders for the improvement of parents' roles in facilitating center-based
rehabilitation services needed for children with developmental disabilities based on the
study's findings.
> Rehabilitation centers those are providing rehabilitation services for children with
developmental disabilities should involve their parents or caregivers to assure achievable
outcomes for children with developmental disability. As specialized care and attention are
necessary for children with developmental disabilities to reach their full potential, their
parents should search for and advocate for the provision of rehabilitation services for

them as early as possible.
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> Based on the experience that Addis Guzo Center has gained in providing holistic
rehabilitation services and the Ministry of Health has gained in other health-related public
services, they should develop national guidelines concerning the optimal profile of
rehabilitation service delivery for children with developmental disabilities paying
attention to parental involvement.

» Together with local health offices, regional health bureaus and the Federal Ministry of
Health, Addis Guzo Center is required to establish rehabilitation units in selected health
centers and hospitals that provide holistic rehabilitation services and equipped with
specialized professionals and devices for the diagnosis and early intervention of children
with developmental disability.

> A nationwide plan should be developed and implemented by the Addis Guzo Center and
Federal Ministry of Health to establish a link between governmental and non-
governmental health institutions and rehabilitation centers where children with
developmental disability receive rehabilitation services to enhance their progress and
community participation, taking the involvement and contribution of parents into account.

» Addis Guzo Center in cooperation with the Universities’ community service units and the
Federal Ministry of Health, should facilitate and support the community in establishing
new rehabilitation centers where children with developmental disability and their parents
can receive holistic rehabilitation services and experience providing care for their children
with disabilities.

» Addis Guzo center should invite health professionals and university professors to conduct
comprehensive studies on the overall situation of children with developmental disability.
These studies should aim to integrate higher education institutions’ community services
with children with developmental disabilities since the findings of these studies can be

used as a reference and input for policy dialogue.
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APPENDIX 1

Addis Ababa University
College of Education and Behavioral studies
Department of Special Needs Education

Date

Consent Letter

My name is Fikiru Bedasa. I'm a graduate student studying special needs and inclusive
education at Addis Ababa University. This study is conducted to complete the prerequisites
for a master's degree in special needs and inclusive education. The purpose of this interview

guide is to gather information from parents of children who have developmental disability

The objective of this study is to investigate the role of parents of children with developmental
disability in determining the effectiveness of centre-based rehabilitation services made
available at Addis Guzo Rehabilitation Centre for children with developmental disability. As
a result, your response contributes significantly to meet the central theme of the study. | am
pleased to confirm you that the information collected from your interview will be used only
for the purpose of the study and it will be kept confidential. Hence, | kindly request your
cooperation for the provision of clear and genuine response to the questions presented below,

and the researcher appreciates your collaborative engagement.

The researcher would like to let you know that you are under no obligation to continue
sharing any kind of information and can suspend your involvement at any time during the
interview process. | would also like to let you know that the interview may last an hour, and |
may record your interview on digital recorder only based on your consent, and once the final

document of the study is accepted, the recorded information will be deleted.

Lastly, but not least, | would like to express my utmost respect and thank you for your

willingness to participate in the interview.
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1.

I. Interview Guide for Parents/Guardians of Children with Developmental
Disability
Profile of the interviewee

Parental Status

Biological mother 1

Biological father [ ]
Guardian 1

Sex Male [ IFemale [

Marital Status

2.1.

Single ——1

Married 1
Divorcee ——1

Age

Academic qualification

Occupation
Child sex
Child age

Child diagnostic age

Number of siblings

Male Female

Interview Questions related to the role of parents for the effectiveness of center-
based rehabilitation services

Assess how parents perceive their participation while delivering support services

in the study center rehabilitation services

2.1.1.

2.1.2.

How did you find the rehabilitation service of the study center in reference to the
condition of your child?
When and how your child joined Addis Guzo to access rehabilitation service of the

center?
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2.1.3.

2.14.

2.15.

2.1.6.

2.1.7.

2.18.
2.1.9.

2.1.10.
2.1.11.

How do you evaluate the atmosphere of the hospitality of the center that you have
observed in the first day of the admission of your child to the center?

Have you been informed about the need of your participation and how you have been
participating in the process of the delivery of the rehabilitation services made
available for your child?

How did you feel when you were told that your participation is mandatory?

Do you believe that the participation of parents/guardians of children with
developmental disability is significant and supportive for the effectiveness of the
rehabilitation service of the center? If yes, how?

What kinds of professional support did you receive from the center to be active
participant in providing rehabilitation services for your child?

How did you perceive your participation in rehabilitation services for your child?
How did you advocate for your child to start receiving rehabilitation services
undertaken targeting your child?

What kind of rehabilitation service that your children have been receiving?

In your opinion what kind of challenges exist in the center that blurred the
contribution of the rehabilitation service of the center, and what should be done on

the way forward to redress those problems.

2.2. Assess the fact that how and why adaptive skills and fundamental knowledge of

rehabilitation services for children with developmental disability should be

transferred to parents

2.2.1.

2.2.2.

2.2.3.

2.2.4.

2.2.5.

Do you believe that the impairment of your child may impact his or her life and have
an adverse effect on yours? If yes, what kinds of measures are you taking to overcome
the challenges you and your children encountered?

How did you support your child prior to the enrolment of your child in Addis Guzo
that enabled him/her to access the rehabilitation service of the center?

What types of daily living skills do you suggests or recommends your child to achieve
for the success of his/her life career?

How do you support your child to improve his or her adaptive skills and expected
knowledge for his or her age?

Have you received training support on adaptive skills needed to be applied for your
child at home and within a community at large from center? If yes, Please mention
them and explain briefly!

85



2.2.6.

2.2.7.

2.3.

Do you think that you are responsible for your child's adaptive skills and knowledge
development? If yes, why?

What is your realistic dream regarding the future life career of your child?

Assess the types of rehabilitation services made available in the study center for

children with developmental disability and the expected outcomes of the

rehabilitation services intended to be achieved.

2.3.1.

2.3.2.

2.3.3.

2.34.

2.3.5.

2.3.6.

2.4.

What types of rehabilitation services does the center provide for your child?

What did you hope to accomplish by the end of the rehabilitation service underway
for your child?

Do you believe that the expected outcomes are being achieved as a result of
rehabilitation services? If yes, what changes did you observe on your child?

What types of rehabilitation services made available in the center do you prefer to be
offered for your child?

How do the therapists provide rehabilitation services for your child?

How did the center provide you with the feeling that you have been equipped with the

necessary information, skills, and confidence to assume your roles?

Investigate the issues how parents play a role in rehabilitating their children with

developmental disability and to what extent the study center benefited from the

contribution of parents by enabling them to discharge their respective

responsibilities

24.1.

24.2.

2.4.3.

24.4.

What types of responsibility did the center assign to you to provide services for your
child with developmental disability?

How do you act and treat your child with developmental disability in order to
discharge your responsibility?

Do you think that you have been contributing to the change observed on your child as
a result of center-based rehabilitation services? If yes, please explain briefly how you
have been contributing to bring about progress and improvements own your child.

Do you provide rehabilitation services for your children at home? If yes, please

describe briefly how you are donating.
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APPENDIX 2

Interview Agreement

| am Mr. Fikru Bedasa, a graduate student at the Special Needs and Inclusive Education
Department of Addis Ababa University, and | am currently working on my thesis at the Addis
Guzo Center. Therefore, in order to collect important information for the thesis, | have chosen

to interview Mr. /Mrs. . | agree to keep the information collected during

the interview confidential and use it only for the intended purpose. | confirm my agreement

with my signature.

I, Mr. /Ms. , participate in the services given to my child at Addis Guzo

Rehabilitation Center. Having the above stated points in mind I also agree to participate in the

interview with my consent. | also confirm my agreement with my signature.

Agreement Acceptor Agreement Giver
Name Name

Signature Signature

Date Date
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. Observed child parent number (code)

APPENDIX 3

l. Observation Checklist

Date of observation

Place of observation (inside the center attending a

rehabilitation service)

No.

Activities

Status of
the Activity

Yes | No

Remark (Brief
Description of the

Activity

Observations to assessing how parents perceive
their participation while delivering support

services in the study center rehabilitation services

1.1. Actively participate in giving rehabilitation services
1.2. Cooperate with others during service delivery

1.3. Happy while serving services with other professionals
1.4. Accept recommendation of professionals

1.5. Provide rehabilitation service with dignity

1.6. ready, willing, and able to play more active roles

Observations related to assessing how and why
adaptive skills and fundamental knowledge of
rehabilitation services for children with
developmental disability should be transferred to

parents should be transferred to parents

2.1. Support and train child to walk and play

2.2. Feed child properly

2.3. Keep child’s hygiene

2.4. React to child’s behavior properly

2.5. Give care for child

2.6. Ask or seek how to cop up with child’s problems
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3. Observations related to assessing kinds of
rehabilitation services that are made available in
the study center for children with developmental
disability and the expected outcomes intended to
be achieved as a result of rehabilitation services

3.1. Provide physical rehabilitation
3.2. Provide speech therapy
3.2. Provide emotional and behavioral therapy
3.4. Serve assistive aid
3.5. Give adaptive skill therapy
3.6. Provide medical services
4. Observations related to investigating how parents
play a role in rehabilitating their children with
developmental disability and to what extent the
study center benefited from the contribution of
parents by enabling them to discharge their
respective responsibilities
4.1. Assist the therapists
4.2. Provide adaptive skill rehabilitation service
4.3. Equally participate in rehabilitation service for child
4.4, Manage child’s behavior during therapy services
4.5. Know responsibility and act to discharge given
responsibility
4.6. Meet child needs
4.7. Provide child care
4.8. Has Positive interaction with other professionals

89




APPENDIX 4

1. Checklist for the targeted child portfolio Document Analysis

Analyzed client document (code)
Date of analysis
Document Type
Date of the document
Responsible person

ok wbdPE

6. For what purpose was the document written?

7. What are the main issues listed in the document of the child?

8. What processes should be followed when the client come to the center for service?

9. How is the child assessed?

10. What are the child problems and what are recorded achievements?
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APPENDIX 5

A8.0 ANN LACA
PHIRUCT AT PNUL DGTH DAS
PAR &A%Y F+9UCT h&A

¢

anaf, p
%4 N8A ANAAU: NASN ANN RLACAL AR AT AT AT FIRUCT N&A PLUL ToLe
+@92 9% BU MG PANTDIM- NAR §AYF AG AN® FIRUCT @AM AGIN+CH 894
pangaR/p £28 L0 M1 ATIMTPP PADADLHP aRan p j@-:: PHU PA-TPMLP FAT
PALTT FEAT/TAC NANTFE®: AET @ALT A28 ARANAN j0-:
PHU MFF 9AT NABA FH P+AEN TANA @AM PAYTTFET PHhEN AIA AT
@MFT1FHT ACPOAT PAETT FEAT/TAIC PANFED- AET MAET @G dRARCARC ja-::
AALIIR GPARP PG+hT @ONAR eI ATITRAT N&+HE ANTPEA PNZAFA: NPA-
®ML® PAANAND- A2F ADG+ GAT NF ATRMM-A AT MNANER PF ATLMEL
ALJID et ADSAL: NALTII® NHU NAF A+HZHET DPEPT 9146 AT AD-1+E JRAR
A@AME FNNCPT NFUTT AME PAL:
MIF@YIe GRYF AL MNLAPT ATPLMA OTII° LY 9L, ATLAANPT AT NPA
™MLt YLF ™-ND NMIFD-I° 14, +AFRPT LM ATLMFA AT PA-COCMEE ARTE
N9t AL ATEMMTA AND-$PT ALAIAL: NARPRID A CMLET N8E ;A TP/,
may{) A72FA PACNP L PNLAITA: NADURIR PG+ PADRLCA (18 +PNLYT
N7 NBA P+APHING- ABZE RAZHA::
NAEMLATCIANTEP AT APA PMLR &PLPT NANMT AT AMT+ Aht ATSCO-
ANTPEA NE+HE NADPE N3 L0 P NA PARYER, TN ITRY AT AANCHT ATAIAU:
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PAL T FEAT/TIC AANTFE ART MAST/ PALT MNEPF PA-0°MLP anan/ p
1. PPA ®MmEd +AFL AN U /MY 1T a8

POABZTY K21

~oAB AT [
-oAB ANt [ ]
- hN8T —1
-9 @ 1 ]
PINF UrF>

- PAIN 1
- PN 1
NPEVES S
- 0fm,

- PFRUCT HAET

- Pl U

-PARP 2

-PAEP OLM,

- AAEP PIRCARL P+RLINT 08,

-PART AUT mRIR ML 9° NHF

oy e 1%

2. PtRIOANC PHALN ATANART @M FMTT NOAET MG IC e+HADE, PA-
mMmedT

21, NS+ MRhA @-hd OAET P+ALA A1AIATTFT NMPEPCHNT 2H
+AT&TFOT AT T ATRMTIHN PIRIaRaa-

2.1.1. NAEP U1 IC N+PPH P+AhEN ATAAF PARAM TIANAT A8 T ATT?

2.12. ABP +2IP-+NC AN ATADATT AR NABA FH JC PF AT ATST
+19H2

2.1.3. AEP ML +Ra™ (1N ACREALP 1H, P+AAN+TT PrRa™ AOA+FL g ATET

£1aneaqin?
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2.14.

2.15.
2.1.6.

2.1.7.

2.138.

2.1.9.

2.1.10.
2.1.11.

2.2.

2.2.1.

2.2.2.

2.2.3.

2.2.4.

2.2.5.

AAEP NLLA PthlA ATAINFT MPLNP LT @AM dOA+& AJRT
RY12 0 PNEA AG ATST AR A+ POrSA?E T4 PN +LCAR A2
+ATEP 18,5 10 +Ne AIICP I +ATP?
+84.4-0, PALTT NI PANTFED- PAET MABT/MNEPT +ATE ATIANA Ptk
A1A AT DM AT OAT AT 894 10 NAG- PTPTAT? AP NPT T ATET?
AAEP P+heh A1ADATTY ACPAMYT T4 +AFL ATPY haadhic 9°7 9L4+%
PNATP £ 9§ A +PA?
AAEP P+ALN ATANRRT ARCNT BN +ATEPT ATLT +APAN+?
AEP NF4 AL P+ P+AhLN A1A1PTT ATRETPC ATET +he-NCPA?
ABTP Nteam g7 0055 P+Ah e ATANAETT AH+PA?
NONA @AM P+heN  ATARTYT ANHPOA PERPLNHH 927 9RYH
+I8CHT AN? ADLLTN ATHUY +8C+F AMA+hNA oY doelel hANT
NAD- PIoTA?
PALTIT TFEAT/FIAC AANFD AETF P+AhLN A1AIATFT AhmT
mA/FP AUAT AT 0T L MALT AT&T AT APPT AT1L+AAS
pgoqaneyan-
PASP 18T ULD+ET MEIR URLMEY A18 AT NACNP AL MR +20F APALC
£FAA NAD PIRTAT? AP NPT ACNP AT ABTFP PIMTFM@T +918CF+F ATIR&
oY 4L ACTCEPTT APDNS. 102
Prkae P+AhEN ATAINT ATE.P1H PAFADT ASN FH @-NM AEP NARaHI(:
N&T ABPT A18T 2214 INC?
PAEP PMLLT PNs URME O+AN ATRUPT 9% 9L29%F POAT +OAT FhAedPF
A8, P8C EMeAk MLID RLADALA?
ABP  NOgm@/P  PEUMNPNFTYNTT AT ALFP TSP
A18.P8NC/AT8.F8NC T°T ARYF EIRTT AR CIPA?
AP AT NAMPAL NATE TMUNZAN A +HEAT AdR+NC PaY PAL AT
TreFPT AL NMONA PAAMST £I& ATF+PA? AP NPT ANAPT Ee(r A
NA4 PNE4!
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2.2.6.

2.2.7.

2.3.

2.3.1.
2.3.2.
2.3.3.

2.34.

2.3.5.
2.3.6.

2.4.

24.1.

24.2.

2.4.3.

24.4.

AAEP MONLFP FAetPTF AT PAD-+T ALTT AP YALIT PAPT RAPNAPIFA?
AP NPT AGRY?

PASTU PLLT P4 ARDFT N+ARANT +enuN6te UATPP TR EIM-?

POL 7T FEAT/FAC PANFD® AITHT ATIT79° 03+ 8. N5+ MOhA @-ND»
PIFET  ehALN  ATAINTTF  GLIFTT AT PMmNe o-mtF
mAhFFo-F ACeacang

MONA AAEP 97 4L1%F Phh SN ATANATTT £AMA?

AAEP NHALEN ATA%F TNEL AL 2T AT8NTDT +N4 A8LH?

NtHEA AIARPT TPRTLF PO MNE O-MATF APHNTOF §F@ NAG PIRTAT?
AP NPT NAEP AL 927F 92 ADMF +aPAN+?

NaeonA NTAM. PHALN ATA9ATT PHE® 921 ATAAT AAEP ATSAM
parCmA?

FCTNTT AABP P+hEN ATARFTT ATLF EAMA?

MONA MTPT ATOAL ANLALD BLET ThePT AT NN POR+H@ARY AR
ATRNTMPF MLI® AVRTCF AT8TF ANFAet?

MALT PARFFM®Y PO0LT1T TEAT/FIACT NMLN 418 AM&T MF
A1eMamk AT PERTT MONA P4 JALTFTF APOMT hOALTF +ATE
goy PUA DPI° A187T AP P L8,

POLTT FEAT/TIC AANT/NT ABP A1ATAT ACPAMT AONA 927 GRTF SALYT
@LeT® &CA NMP?

POLTT FEATFAC AANT/NT AEP P+AhLN ATAAT ACPAMT P+AMPHT
YALTTPT ATETF LOMA? ASFT AT PNFTPMA?

Nt+ea™ AL NMAMT P+hEA ATAFT NPT NABP AL AFPD ADM
ANTPP PRLT BAPNAPFA? AP NPT ANAPT NASP AL PP PADM ULFT A
MARLPTT ATIIOMF A8 AN+PP AT8NZNE NAGG P-4

NNF @AM AAETP PN ATAAPTY BAMA? AP NI ANAPT ATST
AR AM NASESG LR
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APPENDIX 6

¢

PLA-OMPP PMA NIOIOTFH
AL AT &34 N8A NALN ANN RLNCAL AR &ATTF AT ANF FIRUCT N&A PRUL ToLP +TL
NPT ASN FH P+AhEA TONA MAM PARADLEP Bdvdt APACU ATFAL: NARURIP
ACRAD/ P §né M A/EPTFY AMANAN NALN FH AABFFO Pt e ATADATF
NeR.P7F MAET aohhd hd/m/C APA-TOMPP dCem Al NPA-

MmMPE  PHANANG-YT aoZ8 NIPAML AGRPH AT AFAGAT AATY NF  ATHPA
+NTYGRF A ADAARAQLYGD (&L PR, AZ,ITMALR::
AL9° AR/D/C RSN FH P+AEA TiNA AT AAE PeRAMM.

A0t AR FAFE NARPE NAR PEMPADRT HATIE SA-TOMPE AR NESEL, +AFE
@YY NECTLR ALITMAL

@4 ++Ne oA N,
e 9o
&CM &Cm

7 %7
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