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Abstract

There are many studies done on childhood disabilities, but not on the family life of
children with physical disabilities in Ethiopia. Therefore, this study aimed to assess the
family life of physically disabled children: the case of clubfoot children coming to Black
Lion hospital. To achieve the objectives of this study quantitative research approach
(descriptive survey) and qualitative research approach (interview) was used. Data was
collected through questionnaire from a sample of 45 respondents that were taken through
census method and also interview was held with 10 families with clubfoot children. The
data collected from the questionnaire was analyzed using statistical tools such as
percentage and frequency statistical analysis. The major finding of the research showed
that most of the families with children having club foot deformities face financial burden
because of the demanding follow up treatment, which is every week for 6 to 8 weeks. In
addition, working parents are challenged to take time off work every week for their
children’s treatment. However, families are hopeful that club foot is curable, and sustain
the challenges of the treatment process. Families, on the other hand, have good
relationships within their families, neighbors, and the community, and partially have a
smooth social life. Based on the findings of the study, the researcher forwards sound
recommendations. The study implies that there is a need to create public awareness
regarding club foot deformity. The state should provide laws and policies that are
disability oriented as well as educate the community regarding the types of disabilities in
order to support the most vulnerable families. These preliminary findings contribute to
knowledge concerning the life of Ethiopian families with disabled children. Moreover,
the finding may help as an input to the Ethiopian authorities with regards to the needs of
families taking care of disabled children.

Key words: Ethiopia, Disability, Family, Children, Club foot, Treatment
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CHAPTER ONE

INTRODUCTION

This chapter contains the introductory part of the entire study. It provides some insights
about the ground and assumptions where the study is conducted. It states the background
of the study, background of the organization, statement of the problem, research

questions, objectives of the study, and target population.

1.1.Background of the Study

Disability is a universal phenomenon. It exists everywhere in the world. There are
different kinds of different deformities. ILO (1985) describes that disability has different
effects on different persons in that some may be temporary or permanent, partial or total,
fixed or changeable, have profound or no apparent effect on the working life of a person.
They can be classified on the basis of their causes, nature or other factors. Based on the
cause or origin of the disability, it can be classified as: congenital or early childhood
disability; war disability; industrial disability or occupational disease; accident in street,

at home, at play; illness and disease (ILO, 1985).

Terusew, in his study done in 1993, classified disability on the basis its nature, disability
as: orthopedic cases; blind; deaf; those with speech defects; those suffering from nervous
disorders; the tuberculosis; paralyzed; and, the mentally retarded. Listed seven types of
disability groups based on the “international classification of diseases and injuries”: the
visual the blind and the weak sighted, the oral [the deaf and hard of hearing], the
intellectual [mild, moderate and profound retardation], the motor [neurological, musculo
-skeletal and crippling, chronic health conditions], the lingual [oral and/or graphic],

behavioral [emotional and social] and the multiple disabilities (Terusew, 1993).



Raising a child with disabilities can affect family life in many ways both positively and
negatively. Research has shown that levels of parenting stress might be increased
compared to families having children with typical development. Regarding the disability,

there is always an impact in all life domains of the family (Dardas & Ahmad, 2014).

A study done by Dardas and Ahmad (2014) stated that parents of children with autistic
syndrome face challenges in their social life and at their work places. The families with
autistic children tend to withdraw from activities that include social contact. Moreover,
some parents seem to choose to quit their jobs in order to support their child together with

the family members and professionals.

In a study concerning the impact of having a sibling with an intellectual disability, the
majority of parents also reported benefits to their other children such as: tolerance and
acceptance of differences, caring and compassion, maturity, patience, assistance/support,
appreciation of own life and health. The study proved that there are some factors that
have impact on the family life such as: personality of the child, type of disability, family

style, mental health, attitude and parental well being (Mulroy, Robertson, et al. 2008).

When the condition is present from birth, the child’s life and identity are shaped around
the disability. In some ways, it may be easier for a child and his or her family to adjust to
never having certain functional abilities than to a sudden loss of abilities later. Kingau
(2018) mentioned in her studies that in Africa, the structural deformities are associated
with stigma, which has a psychological and social effect on children, parents and
caregivers. It is therefore important to understand the experiences of parents/ caregivers

of children with clubfoot.

Almaz (2011), on her study on the attitudes of Ethiopian college students toward people

with visible disabilities, found that the college students have negative attitudes toward



individuals with visible disabilities. On all three subscales of affect, behavior, and
cognition, students’ scores indicated that they held negative attitudes. Other studies
indicate that children with disabilities experience stigma from birth and are prone to
exclusion, cover up, leaving behind, institutionalization, and abuse. Families have hidden
away children with disabilities, keeping them out of school and exclude from any

opportunity to having a role in their family (Wegayehu, 2004).

We know that children face challenges in their everyday life, and the family have
difficulties caring for their disabled children. But, what does the family life of the
disabled children look like? This study aims to answer this question. It focuses on one of
the health care institutions where physically disabled children get treatment; the study
particularly focuses on the assessment of the family life of children with clubfoot
disabilities. Regarding the family life of disabled children, conducted researches are
insufficient specifically on the assessment of physically disabled children’s family life in

Ethiopia.

The study was taken place in Black lion hospital where there is a clubfoot clinic. Prior to
1972, the School of medicine was located on the main campus for preclinical training and
the then Princess Tsehay Memorial Hospital (now, the Armed Forces General Hospital)
for clinical training. Later, with the opening of the Tikur Anbessa Specialized Hospital
(Black Lion hospital) in 1972, the hospital became the only site (at the time) for training

Medical Doctors.

In 1998, Tikur Anbessa Specialized Hospital, the largest referral hospital in the country,
with 700 beds, was transferred to the School by the Federal Ministry of Health, and it has
since become a University teaching hospital. The Tikur Anbessa Specialized Hospital is

now the main teaching hospital for both clinical and preclinical training of most



disciplines. It is also an institution where specialized clinical services that are not

available in other public or private institutions are rendered to the whole nation.

There are various departments, faculties and residents under specialty training in the
School of Medicine provide patient care in the hospital. Almost all regional and federal
hospitals in Addis Ababa are affiliated to the School of Medicine as clinical services and

training sites.

http://www.aau.edu.et/chs/tikur-anbessa-specialized-hospital/background-of-tikur-

anbessa-hospital/

1.2.Statement of the Problem

A number of researchers have worked on the different types of disabilities in Ethiopia.
For example, research conducted on the nature and the difference of prejudice and
discrimination against people with different types of disabilities (Tizita, 2014), a study
done to examine the socio-economic challenges of women with disability in Hager Tibeb
Maderaja Derijit, Addis Ababa (Eleni, 2016), Assessment of disabled children attitudinal
& behavioral changes at Menagesha Rehabilitation Center of Cheshire services- Ethiopia
in West Shoa Zone (Tekle Mariam, 2013), Experiences of persons with sensory disability
and their vulnerability to HIV & AIDS (Etabezahu, 2013), The psychological,
economical and social effects of Leprosy on affected women in A.A city administration

(Rahel, 2016).

In general, it can be concluded that even though there have been studies done on the
family life of children with physical disability in developed and some developing nations,
as per the knowledge of the researcher, there appear to be insufficient studies that focus

on the family life of children with physical disabilities in Ethiopia, particularly club foot


http://www.aau.edu.et/chs/tikur-anbessa-specialized-hospital/background-of-tikur-anbessa-hospital/
http://www.aau.edu.et/chs/tikur-anbessa-specialized-hospital/background-of-tikur-anbessa-hospital/

children in Black lion hospital. Therefore, | initiated this study to get more information to

assess the family life of club foot children in Black Lion hospital.

1.3.0bjectives of the Study

This study has general and specific objectives.

1.3.1. General Objective of the study
The general objective of this study is to assess the family life of physically disabled
children with a special reference to club foot children at Black Lion hospital in Addis

Ababa.

1.3.2. Specific Objectives of the Study
The specific objectives of this study were:
» To identify if the disability of a family member affects the integrity of the
family in Black Lion Hospital,
» To find out the challenges that the families face from having a child with
clubfoot disabilities in Black Lion Hospital,
> To generate feasible suggestions and recommendations to concerned entities

imitative to overcome the challenges.

1.4.Research Questions of the Study

As the focus of this study is already mentioned above, the study tries to answer the

following basic research questions.

> In what way does the disability of children affect the integrity of their families in
Black Lion Hospital?

» What are the challenges that the families face from having a child with clubfoot
disability in Black Lion Hospital?

» What are such challenges on the lives of families in Black Lion Hospital?



» What are the possible suggestions and recommendations that are required reduce the

challenges in the area?

1.5. Scope and limitation of the Study

1.5.1. Scope of the Study
In terms of content/subjective scope, the family life of physically disabled children is
taken as a comprehensive model, and specifically clubfoot disability was investigated.

Other types of physical disabilities have been excluded from this study.

Under this study, considering all hospitals working on club foot treatment was difficult
and unmanageable from the researcher’s stand point. The reason why Black Lion hospital
was chosen is because of its proximity to the researcher. Therefore, this study only
focused on the parents/caregivers who bring their club foot children to Black Lion
hospital for club foot treatment. Methodologically, this research focused on descriptive

research design.

1.5.2. Limitation of the Study

This study was confined to the club foot clinic at Black Lion hospital setting. The
findings may not be representative of all parents following up treatment for their children
in other hospital settings in other regions. Thus, the study results may not be generalized

except to similar settings.

The findings of this study are based on a census sample of parents who brought their
children for treatment at the clubfoot clinic. Thus, they might not be representative of
other parents who have children with clubfoot undergoing similar treatment in other

settings.



1.6.Significance of the Study

The study theoretical and practical significance stated as follows:

1.6.1. Theoretical significance
» The study is hoped to contribute to knowledge regarding the family life of children
with club foot disability in Black Lion hospital through the voices of the

parents/caregivers, which has not been given much attention in the scientific research.

1.6.2. Practical significance
> Raise awareness regarding the challenges that the families face, to the public and the
policy makers,

> Provide knowledge to the Ethiopian authorities regarding the needs of the families.

1.7.0Operational Definitions of Terms

» Physical Disability

It is a limitation on a person's physical functioning, mobility, dexterity or stamina. Other
physical disabilities include impairments which limit other facets of daily living, such as

respiratory disorders, blindness, epilepsy and sleep disorders.

» Family life
It is defined as the routine interactions and activities that a family has together. When
members of a family enjoy each other's company and spend a lot of time doing things

together, this is an example of a good family life.

1.8. Organization of the Study

The study is divided into five chapters. Chapter one is divided into sub-sections, sets the
background information to the research problem, statement of the problem, objectives of
the study, research questions, scope and limitation of the study, significance of the study,
operational definitions of terms, and organization of the study.
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Chapter two assesses related review of literature. The literature review includes definition
of disability and understanding what disability is, the situations of people with
disabilities, service provision to children with disabilities in Ethiopia, the prevalence of
disability in Ethiopia, the disadvantages of PWD, disability related stigma and
discrimination, traditional beliefs and cultural values towards PWD, the difficulties that
people with disabilities encounter, review of policies and strategies on people with

disabilities in Ethiopia, and empirical studies.

Chapter three discusses the research design and methodology that consisted of
description of the study area, research design, and universe of the study, sampling and
sampling methods, tools for data collection, data analysis and interpretation, and ethical
consideration.

Chapter four focuses on data analysis and interpretation: It presents data analysis, major
findings, and interpretation of the study. Finally, chapter five deals with conclusions and
recommendations of the study. The conclusions and recommendations are given based on

the findings of study.



CHAPTER TWO

REVIEW OF RELATED LITERATURE

This chapter consists of reviewed literatures about understanding and defining disability,
service provision to children with disabilities in Ethiopia, disability and family
caregivers, types and classifications of disabilities, the prevalence of disability, the
situation of persons with disabilities in Ethiopia, and review of national pollicies and

strategies on people with disabilities in Ethiopia.

2.1. Defining and understanding Disability

WHO (2011) describes disability as “the umbrella term for impairments, activity
limitations and participation restrictions, referring to the negative aspects of the
interaction between an individual (with a health condition) and that individual’s

contextual factors (environmental and personal factors).

Disability is part of the human condition. Almost everyone will be temporarily or
permanently impaired at some point in life, and those who survive to old age will
experience increasing difficulties in functioning. Most extended families have a disabled
member, and many non-disabled people take responsibility for supporting and caring for
their relatives and friends with disabilities. Disability is a complex, dynamic,

multidimensional, and contested (WHO, 2011).

The causes for disability are numerous but the major causes of disability in Ethiopia are
man-made disaster (conflict, road accident, work related accidents, etc), prenatal causes,
during natal and postnatal periods, alcohol and drug addiction, communicable diseases,
harmful traditional practices, and they are aggravated by poverty related factors such as

malnutrition, and lack of environmental hygiene (ADPD, 2010).
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The relationship between health conditions and disabilities is complicated. Whether a
health condition, interacting with contextual factors, will result in disability is determined
by inter- related factors. Often the interaction of several conditions rather than a single
one contributes to the relationship between health conditions and disability. Co-
morbidity, associated with more severe disability than single conditions, has implications
for disability. Also the presence of multiple health problems can make the management
of health care and rehabilitation services more difficult. Chronic health problems often
occur together. For example, one chronic physical health condition, such as arthritis,
significantly increases the likelihood of another physical health condition and mental
health conditions. So the aspect of disability that may be reported as primarily associated
with one health condition may often be related to several coexisting conditions (WHO,

2011).

According to the World Health Organization (WHQ), there are 300 million people with
disabilities in the world out of which 210 million (70 percent) live in developing
countries. Apart from demographic reasons, the high prevalence of disability in poor
countries shows the existence of causal relationship between poverty and disability

(ADPD, 2010).

Regarding the prevalence of people with disabilities in Ethiopia, African Decade of
Persons with Disabilities (2010) stated that people with disability are slightly over 800
thousand in number constituting 1.1 percent of the population in Ethiopia in 2007
(showing reduction from 1.9 percent in 1994). In other words the new census implies that
the PWD have depopulated by over 100 thousand in the 13 years interval. These
percentages, in light of WHO’s 10 percent threshold and the fact that Ethiopia is a typical
developing country, makes the census result curiously dubious. The number reported by

both censuses is far less than other estimates. Understandably, part of the reason for the

10



underestimation is the presence of strong cultural barriers to declare oneself or one’s own

child as disabled (ADPD, 2010).

Persons with one eye or one ear as long as the person is able to fully perform activities in
the manner or within the range considered normal for a human being, even if his/her
other eye or ear is blind or defective, he/she is not considered as disabled person. Unlike
in the 1994 Census, Leprosy, Epilepsy, and Mental problem (except mental retardation)

were not considered as disability. However, they could be causes of disabilities.

2.2.Understanding clubfoot deformity

According Global foot initiative (2017), around 174,000 children — 1 in every 800 - are
born with clubfoot globally every year. Clubfoot is a congenital deformity in which one
or both feet are turned in and downward; if club foot is untreated it leads to life-long
disability. Children born in high-income countries receive immediate corrective treatment

and the vast majority lives a life unaffected by having been born with clubfoot.

The initiative further states that most children born with clubfoot in Lower and Middle-
Income Countries (LMICs) face a different future. For those born today, less than 15%
will access treatment. The rest will face a lifetime severely affected by their clubfoot —
experiencing ongoing pain, limited mobility, and reduced opportunities in education,
employment and relationships. The chair person of GFI made a statement that by 2030
they want at least 70% of children born with clubfoot in LMICs to access the treatment

they need to walk and run free for the rest of their lives (GFI, 2017).

For people living with uncorrected clubfoot walking can be painful and extremely
difficult. People living with disability in lower income countries are at higher risk of

discrimination, physical and sexual abuse, neglect, illiteracy and inequality in almost all

11



aspects of society. Disability due to clubfoot also presents an economic burden on

families and societies due to lost opportunities in education and employment (GFI, 2017).

2.3.The Situation of People with Disabilities

According to the base line study done by ADPD, there is a high prevalence of disability
in poor countries, and this shows the existence of causal relationship between poverty and
disability. Disability is caused and aggravated by poor living condition, such as poor
nutrition, lack of health and sanitation facilities and exposure to various forms of
accident. On the other hand, in poor countries, disability makes it difficult for people to
get out of poverty. The absence of rehabilitation centers, lack of (equal) access to
education, employment and other services makes it particularly a struggle for PWDs to

overcome livelihood challenges (ADPD, 2010).

The most affected groups among the disabled are those that are in developing countries in
general, and women and children in particular. Statistics by international research
organizations show that 80 percent of disabled persons in the developing countries (out of
which more than 70 percent are women) do not have working opportunities. The same
statistics shows that nearly 98 percent of children with disabilities are not in school while
the same percentages of people with disabilities in developing countries do not have

access to rehabilitative and other basic health services (ADPD, 2010).

SIDA, 2014 mentioned that only 3% of Ethiopia’s estimated 2.4 to 4.8 children with
disabilities go to school, due to stigma among parents and educators, inaccessibility, rigid
teaching practices, poorly trained teachers and the lack of adapted learning resources. A
survey conducted by the African Child policy forum in 2011 found that only 29% of
children with disabilities were registered at birth (SIDA, 2014).

12



On the other hand, the 1994 census revealed that 85 percent of PWD live in rural areas,
where there could be no enabling environmental factors for them to contribute to the
labor force. Majority of those few who migrate to urban area make their living as beggars

or on the merit of some charity organizations (ADPD, 2010).

According to SIDA, the civil society is playing a major role in the financing and
delivering of services for people with disabilities within all areas of welfare. SIDA
mentioned a survey done by ACPF revealed that specialized health care services for
children with disabilities in Ethiopia, and in particular rehabilitation, were predominantly

offered by NGOs (SIDA, 2014).

The study by ADPD also stated that there is still some doubt on the functionality of the
legal and policy environment in setting the stage for giving full recognition to PWD.
There is a sense that the issues of disability are sidelined from major international
development goals such as the MDG. Given the proportion of disabled people and the
situation in which they live, it is difficult to imagine meeting the MDG goals without

improving the lives of PWD (ADPD, 2010).

2.4.Service provision to children with disabilities in Ethiopia

Many people with disabilities do not have equal access to health care, education, and
employment opportunities, do not receive the disability-related services that they require,
and experience exclusion from everyday life activities. Following the entry into force of
the United Nations Convention on the Rights of Persons with Disabilities (CRPD),
disability is increasingly understood as a human rights issue. Disability is also an
important development issue with an increasing body of evidence showing that persons
with disabilities experience worse socioeconomic outcomes and poverty than persons

without disabilities (WHO, 2011).

13



Understanding the lack of adequate services to disabled children in Ethiopia, Cure
hospital started operation in Addis Ababa in 2008 to provide modern medical and
surgical care to physically disabled children. As Ethiopia consistently ranks among the
poorest countries in the world, with few of its citizens having access to medical care,
there is a great need for this level of care. Cure hospital provides a superior care for the
children of Ethiopia through a combination of in-hospital care, mobile clinics, and club

foot clinics. (https://cure.org/ethiopia).

Children with different types of disabilities travel from all regions of Ethiopia go to Cure
hospital to get service. Cure currently works with CBM to enhance club foot program.
Cure Hospital has 32 service points (clinics) set in different regions of Ethiopia to deliver
the service, of which two club foot clinics are in Addis Ababa- Cure hospital and Black

Lion hospital.

Makeda, in her article written in 2017, stated that the Catholic Church in Ethiopia has
been dealing with the problem of deformities and other disabilities from all over the
country which affects not only the body but also the social and psychology of the
children. Alemachin, since its establishment in 1972, has been working with different
health institutions to provide medical treatment for the children. With its fully equipped
physiotherapy rooms and playgrounds, learning and recreational sessions, healthy and
nutritional diets, very clean environment and dedicated staff make sure the children go
back to their families fully healed not just physically but also psychologically and with

good manners.

2.5.The Prevalence of Disability in Ethiopia

For poor countries like Ethiopia the only source of data to understand the prevalence is
the national census whereas in developed countries they conduct surveys specifically
designed for gauging disability prevalence rates. The problem of under reporting

14
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disability (disability in hiding) is particularly common in developing countries where
awareness levels are generally low. Good illustration for this is the contrast in the
prevalence rate of disability in countries such as Kenya, Ethiopia, India and Bangladesh
(reported as below 3 percent) whereas countries like New Zealand, USA and Canada

report above 15 percent (ADPD, 2010).

According to Tirussew’s study on disability (2005), the social relations are manifested in
marginalized interpersonal relationships and participation at family, neighborhood and
the community levels. PWDs have limited provision of public services and special
programs, such as health, education, transportation, information, recreational activities
and legal provisions. They also have restricted involvement in socio- cultural, sports and
recreational activities as well as discriminatory practices in employment opportunities.
Above all the quality of interpersonal relationships and scope of participation in socio-
cultural activities which entail a degree of acceptance, love, care and respect, as well as
the range of involvement in mainstream socio-economic activities are very critical for

personal development.

Many of PWDs developed depression, frustration, irritability and feeling of helplessness
and self-hatred. Deaf children suffer from lack of communication with their peers and
teachers in regular ordinary schools. Teachers do not understand deaf children; rather
they ridicule, irritate and made them hopeless. During the class session, deaf students try

to gaze at teachers to read the movements of their lips (Tirussew, 2005).

ADPD presented the census figures that were conducted in 2007 and other studies. The
data revealed that people with disability are slightly over 800 thousand in number
constituting 1.1 percent of the population in Ethiopia in 2007 (showing reduction from
1.9 percent in 1994). Nearly a third of PWD are over 50 years old in Ethiopia implying

causal relationship between old age and disability. Other studies conducted in 1995 at
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regional level estimate that PWD constitute 12.7, 14.0 and 16.8 percents of Oromia,
Amhara and SNNP regions respectively (the three most populous regions in Ethiopia by
order of their population size). In 2006, the national prevalence of blindness and low
vision were 1.6 and 3.7 percents respectively. Significant variability in the prevalence of
blindness is observed across regions, ranging from the highest 5.4 percent in Somali
region to the lowest 0.7 percent in SNNP region. Less than one percent children with
disability have access to rehabilitation service, and less than 2 percent of disabled
children in school age have access to education that has special need facility (ADPD,

2010).

2.5.1. Disadvantages of People with Disability

According to the Ministry of Labor and Social Affairs, 95% of persons with disabilities
in the country live in poverty - the vast of majority in rural areas, where basic services are
limited and the chances of accessing rehabilitative or support services are remote.
According to Handicap International, only 3% of Ethiopia’s estimated 2.4 to 4.8 million

children with disabilities go to school (SIDA, 2014).

Despite some encouraging effort in recent years, there is little noticeable adjustment in
the school system that would help to accommodate the need of disabled people. Lack of
access to employment is the major challenge for disabled people. According to official
information from the 1994 census, 85 percent of PWD live in rural areas, where there
could be no enabling environmental factors for them to contribute to the labor force.
Majority of those few who migrate to urban area make their living as beggars or on the

merit of some charity organizations (ADPD, 2010).

Also while disability correlates with disadvantage, not all people with disabilities are

equally disadvantaged. Women with disabilities experience the combined disadvantages
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associated with gender as well as disability, and may be less likely to marry than non-
disabled women. People who experience mental health conditions or intellectual
impairments appear to be more disadvantaged in many settings than those who
experience physical or sensory impairments. People with more severe impairments often
experience greater disadvantage, as shown by evidence ranging from rural Guatemala to
employment data from Europe. Conversely, wealth and status can help overcome activity

limitations and participation restrictions (WHO, 2011).

2.5.2. Disability-Related Stigma and Discrimination

Negative attitudes towards disability can result in negative treatment of people with
disabilities, for example: children bullying other children with disabilities in schools, bus
drivers failing to support access needs of passengers with disabilities, employers
discriminating against people with disabilities, and strangers mocking people with
disabilities. Negative attitudes and behaviors have an adverse effect on children and
adults with disabilities, leading to negative consequences such as low self-esteem and
reduced participation. People who feel harassed because of their disability sometimes
avoid going to places, changing their routines, or even moving from their homes (WHO,

2011).

Adults with disabilities face difficulties although they are not developed mentally, and
are vulnerable like children with disabilities. The range of their participation in
community affairs such as local community organizations, festivals, weddings, funerals
and other social occasions are highly limited. PWDs, particularly the ones with severe
physical and mental disabilities suffer from stigma and discrimination. Other studies
confirm that some impairment create a great disadvantages of social stigma for

individuals, while other does not (Patricia et al., 1999).
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Having a disability can create difficulties in one’s daily activities. In most surveys, the
respondents were asked to describe levels of difficulty in performing some basic daily
activities, including: eating and/or drinking, hearing and/or speaking, seeing,
moving/walking, communication, and personal hygiene. Levels of difficulty in the
analysis include: no difficulty (a person can do it by himself/herself without the need of
someone’s support or the use of instrumental aids), some difficulty (self-performance
with some difficulties but without someone’s support or the use of aids), and substantial

difficulty and cannot perform without support or the use of aids (Setotaw, 2007).

Based on the 1994 survey and information obtained from Ministry of education the
percentage of children in special need education program was nearly negligible. Despite
some encouraging effort in recent years, there is little noticeable adjustment in the school
system that would help to accommodate the need of disabled people. Lack of access to
employment is the major challenge for disabled people. According to official information
from the 1994 census, 85 percent of PWD live in rural areas, where there could be no
enabling environmental factors for them to contribute to the labor force. Majority of those
few who migrate to urban area make their living as beggars or on the merit of some

charity organizations (WHO, 2017).

2.6.Review of National Policies and Strategies on People with Disabilities in Ethiopia
Following the provision on the 1995 Ethiopian constitution, various sectoral policies are
crafted. Particularly Social welfare, Education, Health and Sport policies were developed
in mid 1990’s have clearly outlined policy directions in favor of PWD. Sectoral policies
were made to be part of the triple five-year plans of what has become famously known as

Plan for Accelerated Sustainable Development to End Poverty (ADPD, 2010).
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2.6.1. The Social Welfare Policy

This policy distinguishes the issue of persons with disability at parallel level with other
society segments such as youth, women and the elderly whose social welfare is usually a
priority of concern. The highlights of the policy mentions major problems, among others
— the fact that most PWD live in rural areas and that have limited to no access to social
and medical facilities, they are relatively highly exposed to harmful traditions and social
stigma, they have limited opportunity for education and employment, their potential to
attend normal life activities is constrained by absence of friendly physical environment.
Coupled with the stigma and fatalistic view of the society their likely destiny is life-long

dependence on other people such as begging.

The policy draft has also stipulated policy actions that have to be implemented in

addressing these concern areas directly related to PWD. The pointes are stated as follows:

» Conditions that will enable persons with disabilities to use their abilities as
individuals or in association with others to contribute to the development of society as
well as to be self supporting by participating in the political economic and social
activities of the country shall be facilitated.

> Efforts aimed at instilling in person with disabilities a sense of confidence and self-
reliance through education, skill training, gainful employment opportunities and other
services shall be increased and appropriate legislative measure shall be taken to
ensure their welfare.

» Mechanisms shall be created by which persons with physical and mental impairment
will receive appropriate medical/health services and supportive appliances.

» Mechanisms by which PWD can receive appropriate support service in the context of
their family and community environment shall be created.

> All effort shall be made to establish special centers where PWDs without any family

will be cared for.
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> Appropriate and sustainable educational program shall be launched to significantly
raise the level of public awareness concerning the determinants of and consequence
of the problems of PWD as well as to change the prevailing harmful traditional
attitudes, norms and practices in respect to PWDs.

» Strategies and programs designed to increase our understanding of the causes and
prevalence of physical and mental disability and thereby prevent and mitigate their
spread shall be formulated.

> All effort shall be made to gradually remove all physical impediments and make
residential areas, work and other public places more physically accessible to PWDs.

» Support and assistance shall be provided to community action-groups, NGOs,

voluntary association involved in providing service to PWDs (ADPD, 2010).

Based on this policy a national development plan in which many line ministries
participate is formulated. MOLSA was being placed at the centre shoulders the
responsibility to coordinate the implementation by involving the line ministries. The

highlights of the policies concerning PWD will be mentioned below:

2.6.2. Education and Training Policy (TGE 1994)

The education and training policy (TPE) had a sub-objective aimed at achieving
educational equity to all groups including persons with disabilities. Also in reference of
the proposed reform of educational structure it states: “Special education and training will

be provided for people with special needs”.

MoE launched “strategy for special needs Education program” (MoE, 2006). The core
elements of the strategy were on promoting inclusive education system and inclusive
schools with an aim to meet the goals of UPEC and EFAL5. It outline a range of actions

for improving access to education and underlines on the need to give affirmative actions
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to those deemed as disadvantaged society groups such as females, pastoral and semi-

pastoral resident individuals and those with special needs (ADPD, 2010).

2.6.3. Health Policy

The Ethiopian health sector policy that is currently in use has been developed in 1993.
The policy has defined the priority groups for whom the health service facilities have to
be improved. Among these are women, children and people in remote (rural areas). The
policy has also deliberated that the approach of health service has to mainly follow
preventive approach such as the use of Information, Education and Communication
(IEC), environmental health, Occupational health and safety. With regard to curative
service priority is given to provision of new health facilities in areas where the service
has not reached, rehabilitation of existing health facilities, curative and rehabilitative
heath facilities such as for mental health problems, control of communicable disease, etc.

(ADPD, 2010).

With regard to specific policy and strategic provision for PWD, however, the health
sector (ministry of health) is relatively ineffectual. The policy has not mentioned the case
of PWD in a direct way or as distinct priority groups. The sectoral strategy has not
exclusively treated or even mentioned PWD, as group that need particular consideration

(ADPD, 2010).

2.6.4. HIV/AIDS Policy

HIV/AIDS is recognized as social problem whose prevention and control actions have to
be envisaged not only in the health sector but also in all sectors of the country. With this
in mind a comprehensive HIV/AIDS policy has been developed in 1998 and followed by
subsequent strategy for mainstreaming the policy into development strategies of all

sectors/ministries.
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The policy has been effective in helping various society groups to benefit from projects
however the policy, just like the national health policy, has failed to acknowledge the
PWD as a distinct group that needs separate strategy and actions. As a result of this
omission, PWD (particularly women), remained vulnerable to the pandemic and missed
the opportunity to benefit from the policy/strategic attention they deserved (ADPD,
2010).

2.6.5. Sport Policy of the FDRE (Ministry of Youth and sport April 1998)

Similar to the other multi-year sector development plans, the ministry of youth and sport
has developed policies that in many ways touch the lives of PWD. The sport segment of
the ministry has outlined major policy objectives and methods for implementing them in
the broader sectoral strategy. In line with its policy in educational institutions, health &

fitness institutions, it gives considerable attention to PWDs (ADPD, 2010).

The policy document issued by the ministry in 1998 has stated the following two
objectives as part of the broader sectoral objective in the multi-year development
strategy: to give special attention to disabled students and facilitate their participation in
sports suitable for their physical conditions; to ensure the participation of PWD in sports
activities at their locality, educational institutions and working places and to also

ascertain their equal sharing of the benefits (ADPD, 2010).

2.7.Empirical studies

Quality of life of individuals is closely related to the Quality of life of those around them,
including partners or parents. Therefore, any chronic illness carries the potential to
impact on the life of the family Compared to parents of healthy children, parents of
children with chronic disease report lower self- development, restrictions on their well

being and emotional stability and lower levels of daily functioning (Golics et al.).
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Most studies on quality of life focus on assessing the quality of life of patients. Family
quality of life has been explored in dermatology, oncology, and in the field of physical
and mental disability, but little is known about the impact of disease on families of
patients in many other specialties. For example, it is found that 38% of adolescents with
dermatological conditions felt that their family relationships had been affected as a result

of their conditions (Golics et al).

The Minnesota Governor’s Council on quality assessment in 2000, to determine how
people with developmental disabilities evaluate the quality of services they receive from
different service providers. For instance, the study revealed that 24% of
parents/advocates are not satisfied with the education provided to people who have

developmental disabilities (MRI, 2001).

Regarding the challenges people with developmental disabilities have, it is found that
being economically self-sufficient (79%), living independently (74%), and learning
(73%) are the most significant challenges for them. On the other hand, people feel
included in activities with family and friends (95%), but not within society as a whole in

terms of being treated as an equal (51%) agreement (MRI, 2001).

In a study conducted in the United Kingdom (Dobson B et al., 2001), parents of a
disabled child spent on average twice as much on comparable categories of expenditure
as parents whose child did not have a disability (£65.51 and £31.22 respectively), despite

the fact that parents of disabled children have incomes well below the national average.

From the study reports that we have seen above, the life of families caring for a disabled

child is affected in different aspects, one of the major things being financial burden.
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CHAPTER THREE

RESEARCH DESIGN AND METHODS

This study aims to meet three research objectives: To identify if the disability of a family
member affects the integrity of the family in Black Lion Hospital, to find out the
challenges that the families face from having a child with clubfoot disabilities in Black
Lion Hospital, and to generate feasible suggestions and recommendations to concerned

entities imitative to overcome the challenges.

To address these objectives, this study has adopted the appropriate research methods and
approach. Following the internalizing of the problem to be studied and the assessment of
physical disabled children’s family life that backs chapter one and chapter two, this
chapter presents the methodology of the study. The methodology part attempts to
describe the methods through which the objectives of the study could be met. It states
about the research design, population and sampling procedures, data gathering methods
and data collection methods, validity and reliability of the study, methods of data

presentation and analysis, and ethical considerations.

3.1.Research Design

Research design is the conceptual structure within which research is conducted. Chopra
(2012) indicated that “a research design is the arrangement of condition for collecting and
analysis of data in a manner that aims to combine its relevance to the research purpose
with economy in procedure”. A research design is the arrangement for a precise statement

of goals and justification.

According to Zegeye (2009), the goal of descriptive research is to describe some aspect

of a phenomenon, i.e., the status of a given phenomenon. Hence, among the different
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types of research designs the researcher will use descriptive research design. The rational
for using descriptive research design is because it helps to describe the nature of existing
conditions, or identify standards against which existing conditions can be compared, or
determine the relationships that exist between specific events.

The other qualitative approach describes the actual condition of physically disabled
children’s family life in non-numerical ways. So, to show the physically disabled
children’s family life, the explanatory type of study was used because of the desire to

know “why”, and explain the reason.

The main objective of this study is to assess physically disabled children’s family life in
Black Lion hospital. In order to achieve the stated objectives, quantitative and qualitative
research approaches are used. The aim of the quantitative approach is to assess physically
disabled children’s family life in the study area through utilizing quantitative data to
estimate statistically specific measurements that can be representative of the target
population, parents/caregivers that come to clubfoot clinic in Black Lion hospital for the

treatment of their club foot children.

3.2.Universe of the Study

According to Zikmund et al. (2010) and Kothari (2004), a population refers to all items in
any field of inquiry and is also known as the ‘universe’. The study involves the
families/caregivers of children coming to the clubfoot service point at Black Lion
Hospital. The study was employed at Black Lion Hospital. The actual population of the
respondents is fifty (50 respondents). Hence, the sample unit for this study considered the
total numbers of respondents at Black Lion Hospital currently encompass exactly 50
respondents, i.e. (N= 50). Considering this reality, the researcher took all the population

that was present in different clinic days by using census method.
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3.3.Sampling and Sampling Methods

According to Kothari (2004), non-probability sampling is that sampling procedure which
does not afford any basis for estimating the probability that each item in the population
has of being included in the sample. In this type of sampling, items for the sample are
selected deliberately by the researcher; his choice concerning the items remains supreme.

Therefore, this study used purposive/judgmental sampling method.

3.4.Tools for Data Collection

There are two sources of data; these are primary and secondary sources. The researcher
used both primary and secondary sources to collect data. Primary data is the information
that the researcher finds out by him/herself regarding a specific topic. The main
advantage with this type of data collection is that it is collected with the research’s

purpose in mind so it’s more consistent with the research questions and purpose.

A well-designed questionnaire was used as the best instrument to collect primary data.
Close ended questionnaires which are designed on an ordinal scale of measurement basis
was used to collect primary data, so that the variables could be ranked to measure the
rating of the respondents with the variables. Few open ended questions were also
included in the questionnaire. The source of primary data for this study is
parents/caregivers of children with club foot deformity that come to the club foot clinic in
Black Lion hospital. The questionnaires were completed by the parents/caregivers of

children with club foot deformity at Black Lion hospital.

The appearance and layout of the questionnaire was constructed in a way that encourages
participation of the respondents to complete the questionnaire. The wording and phrasing
of the questions were kept as concise as possible, and the questions were measured using

Rating scale.
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In addition, an Interview schedule was employed to collect views from the respondents
concerning the assessment of physically disabled children family life. The researcher
prepared in-depth interview questions for parents/caregivers, since interviews have power

to measure the respondents’ opinion, attitudes, and beliefs.

Secondary data are those which have already been collected by someone other than the
investigator himself. The source of secondary data are library books, international
journals, research papers, research papers related to the topic, internet, etc. This data were
used to get better insight on the research topic, and to design the sample frame and
questionnaire for retrieving the primary data. Another advantage of using secondary data
is to validate and compare the data collected through questionnaire to existing literature

and articles.

After the selection of the site of the study, the Black Lion hospital was asked for
permission to collect data. At the inception of data collection, the consent of participants
was asked. Following this, the purpose of the study explained to the participants, and they
were given orientation on how to respond to the questionnaire. The data were then
collected by field surveyors using the questionnaire to each parent/caregiver and partly by

the researcher.

3.5.Data Analysis and Interpretation

A quantitative and qualitative method was used to analyze the data. The statistical
characteristics of physically disabled children’s family life- specifically children with
clubfoot disabilities, was summarized using a descriptive statistics; frequency and

percentage used for each of the physically disabled children’s family life items.

To maintain the quality of data the researcher employed a pilot test is to check the

reliability and adequacy of the questionnaires with selected target group of the study.
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Then, the questionnaires were filled out in Black Lion hospital, and the collected data
were analyzed using statistical package for social science (SPSS) version 16.0. Five items
were discarded because of lack of complete information; therefore only 45 questionnaires

were used for analysis.

3.6.Ethical Considerations of the Study

Ethics is generally considered as dealing with beliefs about what is right or wrong, proper
or improper, and good or bad. The following measures were taken while planning and
conducting the study to ensure that the right and welfare of each subject is protected, and

that nobody was harmed in any way during the research procedures.

The researcher has received informed consent from every respondent before having the
questionnaires filled out. The researcher informed the respondents about the goals of the
study and what the researcher hoped to achieve. The researcher was open and honest with

the respondents, and respondents were not misled during the study.

Information obtained from respondents remained confidential. The collected data was
anonymous; the researcher has not linked names or identified the finding about the
respondents. In addition, the researcher ensured that the respondents in the study did not
experience any discomfort in responding to the questions asked. Finally, the researcher
was cautious during the dissemination of findings to ensure accuracy of the study, and

adhered to the ethical consideration of the study.
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CHAPTER FOUR

DATA PRESENTATION, ANALYSIS AND DISCUSSION RESULTS

This chapter attempts to present, analyze and interpret the data collected and relate them
to the theory discussed in the second chapter of the paper. At the same time, the data is
analyzed in association with the research questions raised in Chapter One. The center of
focus of the presentation and analysis of data, this being the main objective of the study,
are pieces of information that are only related directly to the assessment of physically

disabled children’s family life in the case of club foot children at Black Lion hospital.

In this chapter, results of the analysis was discussed and presented. Data collected
through the survey were analyzed quantitatively using SPSS 16.0. The data, as has been
discussed in the preceding chapter, were gathered from primary source through self-
administered questionnaire and structured in-depth interviews with the researcher. In
terms of organization, this chapter is put into two subparts. The first subpart deals with
the descriptive analysis, and the second subpart discusses the interview analysis of the

topic under study.

First, the quantitative analysis of the survey is presented. In order to present the analysis
in an organized manner, the analysis was made in the order of the objectives of the
research that are:
1. To identify if the disability of a family member affects the integrity of the family
in Black Lion Hospital,
2. To find out the challenges that the families face from having a child with clubfoot
disabilities in Black Lion Hospital,
3. To generate feasible suggestions and recommendations to concerned entities

imitative to overcome the challenges.
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4.1. Response Rate

Table 4.1: Response Rate of Questionnaire

Number of Questionnaire Target Number of Respondents | Response Rate (%)
Returned
45 50 90

Source: Own survey, 2018

A total of fifty (50) questionnaires were distributed to the respondents and out of these
questionnaires a total of 45 questionnaires were successfully completed and returned. The
total response rate was 90 %. As a result, the analysis of this research is based on the

number of questionnaires collected.

4.2.  Demographic Characteristics of Sample Respondents

Descriptive analysis is used to look at the data collected and to describe the data captured
through the questionnaire. It was used to describe the demographic factors for more
clarification. It is mainly important to make some general observations about the data
gathered for general or demographic questions. This analysis is used to convert the raw
data in a more descriptive way that provides us relevant frequencies and also the

demographics like gender, age etc (Zikmund, 2012).

The researcher collected demographic information on the respondent’s sex, marital status,
residence (region), and whether it is urban/rural, age, employment status, education
level, person who brought the child to the hospital, the child’s age, how long has the child
been following up for the treatment, and if the family attended to the treatment regularly.

The findings are presented in Table 4.2.
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Table 4.2: Demographic Characteristics

Description Category Frequency Percent
Male 18 40.0
Sex of respondents Female 27 60.0
Total 45 100
Married 43 95.5
Marital status of respondents Divorced 2 4.4
Total 45 100
AA 17 38.0
Residence(region) of respondents A.A sp. Zone 13 29.0
Oromia 3 6.0
Other 12 27.0
Total 45 100
Rural 13 29.0
Urban/rural Urban 32 71.0
Total 45 100
18-25 14 31.0
Age of respondents 26-35 28 63.0
35-45 3 6.0
Total 45 100
Employed 6 13.0
Employment status Self-employed 19 42.0
Unemployed 13 29.0
House wife 7 16.0
Total 45 100

Source: Own survey, 2018

With regards to the sex of the respondents, the study showed that 60% of the participants
were female whereas the rest of 40% were male respondents. The survey analysis shows
that, most of the respondents were female respondents. Regarding to the marital status the

study showed that 96% of the participants were married and of 4% were divorced. The
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survey analysis reflects that, most of the respondents were married. Concerning to the
residence (region) of participants the study showed that 38% of the participants were
Addis Ababa region residents, 29% of respondents were residents from Oromia special
zone, 6% of participants were Oromia region residents, and 27% are from other areas. It
can be said from the survey that, most of the participants were Addis Ababa region
residents and those who live in Oromia special zone that are towns not very far from

Addis Ababa.

With reference to whether they live in an urban/rural area, the study showed that 71% of
the participants were urban area residents and 29% were rural area residents. It can be
said from the survey that, most of the participants were residents from urban areas. The
findings indicate that the age respondents fall under the range of 26-35 (63%), 18-25
(31%), and 35-45 (3%). It can be said from the survey that, most of the respondents were
under the range of 26-35. Concerning the employment status of respondents, 42% of the
respondents were self-employed, 29% of the respondents were unemployed, 16% of the
respondents were housewives and, 13% of were employed. The survey analysis shows

that, most of the respondents were self-employed.
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Table 4.3 Respondents’ educational status and related information

Description Category Frequency Percent
Iliterate 4 9.0
Read and write only 12 27.0
Education level of Primary (1-8) 8 18.0
respondents Secondary (9-12) 13 28.0
Higher education 8 18.0
Total 45 100
Father 3 7.0
Person who brought the Mother 23 >1.0
child to the hospital Mother and father 19 42.0
Total 45 100
Less than 6 months 20 45.0
Child's age 6 months to 1 year 10 22.0
1 year and above 15 33.0
Total 45 100
1 - 6 month 23 51.0
How long has their child 6 month - 1 year 14 31.0
been following up for the 1 to 2 years 5.0
treatment Above 2 years 13.0
Total 45 100
_ Yes 38 84.0
Ifttgzet)r/e\glt?r?er?tttfengdlj Inagrl;0 No ! 16.0
Total 45 100

Source: Own survey, 2018

The educational background of the respondents who accomplished education to a higher
level represented 18% of the overall respondents ; secondary education (9-12)
represented by 28%; primary school education (1-8) represented by 18%, those who can

only read and write constitute 27% of the respondents, and finally 9% of the respondents

33




were illiterates. The table can be said from the survey that, most of the respondents have

reached a level of secondary school. The lowest number of respondents was Illiterates.

Regarding the person who brought the child to the hospital, 51% of the respondents who
brought the children to the hospital were the mothers, 42% of the respondents were
mother and father together, and finally, 7% were father. From this analysis it is possible
to conclude that most of the respondents who brought their children to the clubfoot clinic
were the mothers. Concerning the age of the child, the data indicates that less than six
months has scored 45%, six months to one year has scored 22%, and finally, 33% of the
children were one year and above. From this we can understand that, most of the children
are less than six months, and children who are six months to one year children are the

lowest.

With regards to the duration of time that the respondents’ children have been following
up with the treatment, those who have followed up the treatment for 1- 6 months are
51%, 6 months to 1 year are 31%, 1 to 2 years are 5% and finally, above 2 years are 13%.
This shows that the majority of the respondents of the respondents have followed up the
treatment for are 1- 6 months. Regarding to attending to the treatment regularly, 84% of
the respondents said “Yes”; and 16% of the respondents said “No”. It can be said from

the survey that most of the respondents are attending to treatment regularly.

4.3.  Descriptive Statistics

Descriptive analysis is used to present the data collected in relation to the demographic
factors. The summary of descriptive statistics that was intended to give general
descriptions about the data is presented below. Accordingly, frequency and percentage
values of each variable are used so as to show the overall trend of the data. Descriptive

analysis is used to make a complete picture or profile of the basic component and angles
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of the whole study. In the descriptive analysis, the unprocessed data collected in the form

of a questionnaire was interpreted and analyzed.

4.3.1. Difficulty of families in attending treatment

Table 4.4 Difficulty of families in attending treatment

Description Response Frequency Percent

Yes 38 84.0
Is it very expensive to attend treatment? No 7 16.0

Total 45 100

Yes 44 98.0
Do you have the time to attend to treatment No 1 20
every week?

Total 45 100

Yes 24 53.0
Do you have anyone to leave other children No 21 47.0
with at home?

Total 45 100

Yes 36 80.0
Is your home very far from the hospital to No 9 20.0
make it every week?

Total 45 100

Yes 36 80.0
If the treatment process interferes with No 9 20.0
attending to work

Total 45 100

None 36 80.0

_ _ Financial
Any other problem in attending the treatment|  propiem 7 15.0
Transportation
Problem 2 50
Total 45 100

Source: Own survey, 2018
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The above table 4.4 shows the response to the question asked if it is it very expensive to
attend treatment shows that 84 percent of respondents from the club foot in Black Lion
have said “Yes” and 16% percent said “No”. From this we can say that the majority (84
percent) of the respondents agreed that attending to the treatment is very expensive. It
should be noted that the hospital renders the service for free, and the respondents are

talking about their other expenses.

Respondents were asked if they have time to attend to treatment every week. The response
received indicated that 98 percent of respondents have responded ‘Yes’, and this shows
that parents have the time to come to the clinic every week for the treatment of their
children. Two percent responded “No”, and this implies that it is difficult for them to

make the time to follow up with the treatment every week.

The other question asked was whether or not they have to leave other children at home.
For this, 53 percent of respondents said “Yes” and 47 percent of respondents have said
“No”. From this, the researcher has realized that there are parents who have to leave other
children at home when they come to the hospital for their children’s treatment for

clubfoot.

Table 4.4 depicts that the majority (80 percent) of the respondents have responded “Yes”
to the question asked if their home is very far from the hospital to make it every week for
the treatment, 20 percent of the respondents have said “No”. This indicates that most of

the families come for the treatment of their children from far areas.

The respondents were asked if the treatment process interferes with attending to work. 80
percent responded “Yes” to the question, and 20 percent responded “No”. Form this
statement it is possible to conclude that for the majority of the respondents, coming for

their children’s treatment on a regular basis has interfered with their woks.
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Respondents were asked an open question to know if they have any other problem in
attending club foot treatment. Their response indicated that 80 percent have said “None”,
15 percent have responded “financial problem”. For 5 percent of the respondents

“transportation problem” was their answer.

This shows that the main problem in attending clubfoot treatment is the treatment process
interfering with attending to work, and according to the above result, financial and

transportation problem are noted to be problems to few of the respondents.

4.3.2. Family Relationship
Table 4.5 Family relationship

Description Response Frequency Percent
Weakened 3 7.0
Relationship with spouse after child was born|  ng Change 40 88.0
with clubfoot deformity Not Around > 50
Total 45 100
Rating level of support from close relatives Poor 1 2.0
in caring for a child with club foot Eair 9 20.0
Good 13 29.0
Very Good 20 45.0
Not Around 2 4.0
Total 45 100
Poor 6 13.0
Rating level of support from spouse in Fair 17 38.0
caring for a child with club foot Good 3 20
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Very Good 19 42.0
Total 45 100
Poor 5 11.0
Rating level of respondent's participation of -
Fair 10 22.0
family’s day to day activities
Good 21 47.0
Very Good 9 20.0
Total 45 100
Poor 8 18.0
Fair 12 27.0
Rating the time given to family in the house
Good 22 49.0
Very Good 3 6.0
Total 45 100
Yes 25 60.0
Is having a clubfoot child been a challenge in No 20 400
your family? Total 45 100
Shortage of
) 13 29.0
If yes, what is the challenge? Money
Lack of time for
32 71.0
self
Total 45 100

Source: Own survey, 2018

As far as relationship with spouse after child was born with clubfoot deformity is
concerned, 3 percent of the respondents responded that their relationship with their

spouses has weakened, 88 percent of the respondents responded that there is no change
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to the relationship, and 5 percent of the respondents that their spouses are not around.
From this, we can conclude that for most respondents bearing a child with a clubfoot

deformity does not have effect in their relationship with their spouses.

With respect to rating the level of support from close relatives in caring for a child with
club foot, 2 percent of the respondents rated “poor”, 20 percent of the respondents “fair”,
29 percent of the respondents “good”, and 45 percent of the respondents rated “ very
good” and 4 percent of the respondents said that they are not around. Based on the major
responses of the respondents, we can conclude that the respondents get support from

close relatives in caring for their children with club feet.

Respondents were asked to rate the level of support from their spouses in caring for a
child with club foot. Of the respondents 13 percent rated “poor”, 38 percent of the
respondents rated as “fair”, 7 percent of the respondents rated “good”, and 42 percent
of the respondents rated “very good”. From this, the researcher can conclude that most

couples support each other well in caring for their club foot children.

Concerning the level of the respondent's participation in family’s day to day activities, 11
percent of the respondents rated that their participation was “poor”, 22 percent rated
“fair”, 47 percent of the respondents are rated “good”, and 20 percent of the respondents
rated their answers as “very good”. Hence, we can say that families with clubfoot children

have good participation in their family’s day to day activities.

As far as rating the level of time given to family in the house is concerned, 18 percent of
the respondents rated the time they give to their family in the house as “poor”, 27 percent
of the respondents rated as “fair”, 49 percent of the respondents rated as good, and 6
percent of the respondents rated as “very good”. Most families rated “good” and “fair” to

the level of time they give to their families.

39



Respondents were asked if having a clubfoot child been a challenge in their families. The

result indicated that the majority (50 percent) of the respondents has responded “Yes”,

and 40 percent responded “No’ to the question. Of those who answered “yes” the

majority (71 percent) of the respondents mentioned shortage of money as being the

challenge, for 29 percent of the respondents, lack of time for self was their challenge.

For most respondents, caring for a disabled child and attending to the club foot treatment

process must have added extra burden to their lives to have time for themselves.

4.3.3. Family’s Social Life
Table 4.6 Family’s Social Life

Response Frequency] Percent
Poor 3 7.0
How would you rate your relationship with Fair 19 42.0
people in your community? Good 23 51.0
Total 45 100
Poor 5 11.0
How would you rate your relationship with your Fair 15 33.0
neighbors? Good o5 56.0
Total 45 100
Poor 5 11.0
Fair 15 33.0
How would you rate your participation in the
activities of your neighborhood Good 23 51.0
Very good 2 5.0
Total 45 100
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None 39 86.0
Move around easily 2 4.4

Things unable to do in the community because | Not being available
. . 2 4.4

Of a Chlld W|th CIUbeOt When | am needed
Work well 2 4.4
Total 45 100
Yes 2 44

If having a child with club foot has impact in
relationship with the community No 43 9.6
Total 45 100
If respondent ever felt of being secluded from Yes 4 9.0
the neighborhood because of having a club foot No 41 91.0
child Total 45 100
If respondent ever felt ever faced discrimination Yes 1 2.0
. ] . No 44 98.0
in his/her community because of his/her club Total

45 100

foot child

Source: Own survey, 2018

As far as the relationship of respondents with people in their communities is concerned,

7 percent of the respondents rated their relationship with people in their communities as

being “poor”, 42 percent of the respondents rated as “fair”, and 51 percent of the

respondents as “good”. The researcher can conclude that majority of families with

children having club foot deformities have good relationships (51%) with people in their

communities, and others (42%) have fair relationships.

As to the respondent’s relationship with their neighbors, 11 percent rated their

relationships as “poor”, 33 percent as “fair”, and 56 percent as “good”. Based on
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the major response of the respondents the investigator can conclude the relationship of
the respondents with neighbor as being “good”. Families having good relationship with

their neighbors might help them to get assistance with their children when needed.

Respondents were asked to rate their level of participation in activities of their
neighborhood. The response reveals that 11 percent of the respondents rated their level of
participation in their neighborhood activities as “poor”, 33 percent of the respondents
rated their participation level as “fair”, 51 percent of the respondents rated as “good,
and 5 percent rated very good. Therefore, the researcher can conclude that only few (11
percent) of respondents have poor participation in the activities of their neighborhood.
This may be due to different reasons not revealed in this research. Otherwise the

participation of most respondents in their neighborhood is fair or good.

Responding to the question asked if there are things that they are unable to do in the
community because of having children with clubfoot, 86 percent of the participants
responded as “none”, 4.4 percent of the participants responded that they were unable to
“move around easily, 4.4 percent of the respondents answered as “not being available
when I am needed”, 4.4 percent responded that they are unable to work well. This shows
that for most of the respondents having a club foot child didn’t prevent them from doing
anything they want in their communities. Very low percentage of people (4.4 percent)
revealed that because of their disabled child they were unable to move around easily,
(4.4 percent) couldn’t be available when they are needed, and (4.4 percent) could not

work well in the community because of a child with clubfoot.

With regards to the question asked if having a child with club foot deformity has an
impact on the respondent’s relationship with the community, 4.4 percent of the
participants responded as “Yes”, whereas 95.6 percent responded as “No”. Based on the

major response of the respondents being “no”, we can conclude that having a child with
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club foot deformity does not have an impact on the relationship of the majority of people

with their communities.

Respondents were asked if they ever felt of being secluded from the neighborhood
because of their club foot child, and 9 percent of the participants responded as “Yes”,
and 91 percent responded as “No”. Therefore, the researcher can conclude that, being

secluded from the neighborhood because of having a clubfoot child is very unlikely.

Likewise, the question asked if respondents ever faced discrimination in their
communities because of their club foot child 2 percent of the participants responded as
“Yes”, and 98% percent said “No”. This indicates that ever facing discrimination in

community because of having a club foot child has no place.
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4.3.4. General Questions

Table 4.7: General Questions

Response Frequency Percent
None 40 89.0
Raise my child appropriately 2 4,
Anything that you couldn’t accomplish for Qﬁﬂgutting on shoes for my 2 4.4
yourself because of club foot child. To Work 1 29
Total 45 100
Poor 10 22.0
How would you rate the time you give for |Fair 13 29.0
yourself Good 22 49.0
Total 45 100
Yes 34 76.0
Do you feel stressed out from taking care of [NO 11 24.0
a child with clubfoot deformity Total 45 100
Low 14 31.0
If yes, how would you rate the level of stressfAverage 18 40.0
that you experience High 8 18.0
\Very high 5 11.0
Total 45 100
Praying 4 9.0
Chat with friends 12 27.0
Relax 2 4.0
Watch TV 2 4.0
How do you get your stress relieved Nothing 22 49.0
Support from spouse 3 7.0
Total 45 100

Source: Own survey, 2018
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Table 4.7 shows the result of respondent’s response towards the questions asked.
Respondents were asked if there was anything that they couldn’t accomplish for
themselves because of their club foot child. From the result obtained, we can see that 89
percent of the participants responded as “None”; 4% of respondents indicated as “raise
my child appropriately”, and “not putting on shoes for my child” has scored 4.4 percent;
2.2 percent revealed their inability to work because of their club foot child. The result
indicates that the majority of the respondents (89 percent) do not have anything that they

are unable to accomplish because of having a club foot child.

Respondents were asked to rate the time they give for themselves. 22 percent of
respondents rated the time they give to themselves as “poor”, 29 percent rated as “fair”,
and 49 percent of respondents has rated the time they give to themselves as “good”. From
this the researcher can conclude that the majority of the respondents give either good or

fair amount of time for themselves.

A question was asked if the respondents feel stressed out from taking care of a child with
clubfoot deformity. For this, 76 percent of respondents have scored “Yes” and 24 percent
of respondents have scored “No”. From this the researcher can conclude that most parents

(75%) feel stressed out from taking care of a child with clubfoot deformity.

The respondent who responded “Yes” to the above question were asked to rate the level
of stress that you experience. For this question, 31 percent of respondents have rated the
level as “low”, 40 percent of respondents have rated the stress level as “average”, 18
percent of respondents rated as “high” and 11 percent of respondents rated the stress
level being “very high”. From this the researcher can say that the stress level of most of

the parents (40%) is average or moderate.

The respondents were asked an open ended question to state how they get their stress

relieved. From their response, we learned that 9 percent of the respondents get stress
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relief by praying, 27 percent of the respondents get their stress relieved by chatting with
friends, 4 percent stated that they get stress relief by relaxing, and 4 percent get their
stress relieved by watching TV. The majority (49 percent) of the respondents do nothing
for stress relief. This shows that while some of the respondents get their stress relieved
through praying and chatting with friends, others do not do anything. They just live with

the stress.

4.4. Qualitative analyses: In depth Interview with Parents/caregivers
Besides obtaining data from questionnaires, in depth interview was held with
parents/caregivers who volunteered to take part in the study. The table below shows their

background information:
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Table 4.8: Interview respondents’ profile

Respondent | Place of residence Sex | Age | Education Marital Employment Age of | No. of children
No. Level Status the child | at home
1 Afar M 19 12" Single Student 1yr 4
2 AA. F 29 7" Married | Unemployed 2yrs -
3 AA. F 27 6" Separated | Unemployed | 1mon 1
4 Oromia Special M 42 Degree Married | Self employed | 3 &1/2 2
zone yr.
5 AA. M 32 g" Married Employed 3 mon -
6 AA. F 25 10" Separated | Unemployed | 5 mon -
7 Ambo M 37 Illiterate | Married Employed 3 mon 2
8 Oromia F 30 | Diploma | Married | Selfemployed | 3 mon 1
9 Oromia F 24 | Diploma Married Employed 2 mon 1
10 N. Shoa M 67 | 8" Grade | Married Employed 3 mon 3
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Summary of results in the qualitative study:

Respondent # 1: He is 19 years old, and a 12" grade single student. He came to the clinic
from Afar accompanying his aunt who has a club foot child. He is the primary person
who takes care of the child in his treatment. His aunt lives in a country side. The family

didn’t know about clubfoot before. He said:

“People in the community thought that clubfoot will get better through time as the
child grows, and there is nothing that could be done about it. When one of our
relatives whose son had the same problem told us that it is curable, and he gave

us information to come here for treatment.”

The family did not thing club foot was such a problem. Regarding relationships, he said
that his aunt has a very good relationship with the community, and participates in all
activities. They live a nomadic life, and they have good support for each other. Others in
the surrounding take care of the child, 1 year old, when she goes to fetch water. Also, her
older children help her out. People in the community do not see clubfoot deformity
differently. With regards to challenges in following up with the treatment, his problem is
missing his classes when he travels to Addis. He stated that he spends up to 2000 birr

every week to travel long distance, but didn’t say that finance was a problem.

Respondent # 2: This is a 29 years old female married participant, unemployed, educated
up to 7" grade. She lives in Addis Ababa. The woman gave birth in at a health center, but
no one noticed that the child has clubfoot until she noticed 15 days later and sought after
treatment. She said that she was so sad when she saw that her baby’s feet were deformed,
and didn’t think that it had any hope. She said, “We kept silent saying that it was from

God”. None of the family had awareness about clubfoot before.
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Regarding her relationships with others, she has good relationship with her neighbors, but
she does not participate in any activities in the community. She lives in a rented house
and is new to the surrounding. As for what the community says, she said that, “/ do not
want to show my child to others; they think that | am cursed, but later they understood

about it, there are many worse conditions than this”.

As for what the community says, she said that, “I do not want to show my child to others;
they think that | am cursed; later they understood about it, there are many worse

conditions than this”.

Her challenge is financial. She cannot work, because there is nobody who helps her with
child care and follows up with her child’s treatment. She described her situation as, “/ife

is difficult for me; I want to work and change my life.”

Respondent # 3: This is a 27 years old female, living in Addis Ababa. She is separated
from her husband, and is unemployed. She didn’t know about clubfoot before until she
bore a child with the deformity. The baby she brought with her was only 1 month. She
gave birth in a hospital, and said she was devastated when she saw her child with club
foot. She got information at the hospital that it was curable, and referred her to Black

Lion hospital.

Regarding relationships with others in the family, she got tearful; she said sadly, “my
husband left me when he knew I was pregnant. I don’t know where he is now, he has
switched off his phone”. She has a fair relationship with her neighbors and the
community, and no one knows about the problem that my child has. Her challenge is to
come every week for treatment- it has been only one month since she gave birth in a C-

section, and she hasn’t fully recovered.
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Respondent # 4: This is a 42 years old male, married, and self employed. He resides in
Sululta, Oromia special zone. He brought his 3 % years old son to the clinic. He didn’t
know about clubfoot before his child was born with it. He said that he and his family
were shocked at first, but got relieved when the health care professionals told them that it

can be treated. The family accepted it saying that is “God’s work™.

Regarding relationships, he said that he has a good relationship with the neighborhood
community, and participates in its activities. Regarding the perception of the community
about clubfoot deformity, they ask him questions “why did it occur?” He said that he

didn’t want the neighbors to know about it.

His challenge in following up with the treatment shortage of transportation to come to the
clinic and lack of time. He had to go out to a very far place for work, and did not follow
up with their child’s treatment for 5 months. His wife works as well, and could not get
time off. He understands very well that the treatment won’t be successful if he didn’t

follow up.

Respondent #5: This is a 32 years old male, married, educated up to 8" grade, and works
in an organization as a guard. He lives in Addis Ababa. He didn’t know about clubfoot
deformity before his baby, 3 month now, was born with it. He said that he was shocked
when he was born, but the doctors and nurses comforted and gave him hope when they
told him that it was a curable condition. And they referred him to Black Lion hospital for

treatment.

Regarding relationships, he has good support from his relatives. They give him comfort
saying that my baby will be cured because “his bone is soft”. He does not participate in

any activities in the community. In his words, he said:
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“I do not have a good social life, because it requires money. My wife doesn’t
work in order to take care of the baby. | work two jobs to support my family. | do
not have paid time off from work, today | may have a salary cut because | missed

work”.

The challenge that he has in following up with the treatment is the high desire of his wife

to go away to see her family and stay for a little while. He said,

“I do not want the baby’s treatment interrupted; even if it is interrupted, it will
not be good for him to travel in a cast; he should at least be 6 months; it has been

an ongoing argument with my wife”.

Respondent# 6: This is a 25 year old female who is with her 5 month old baby. She is
educated up to 10™ grade, and is separated from her husband. She gets assistance from
the government’s “safety net program”. She didn’t have awareness about the occurrence
of clubfoot before. She expressed how she felt about it at first as, “7 was sad; I didn’t
think that it was treatable, but the staff at the hospital gave me comfort; they told me that

it can be cured”.

She has good support from her close family, but not from the baby’s father who she lived

for 4 years. She was tearful when she narrated her relationship with him:

“He left me alone when | reached 9 months in my pregnancy; he told me that he
was going to bring food supplies that would help me when | give birth. But he
didn’t come back. His family lives out of Addis Ababa, and they wanted me to go
and join him, but I didn’t want to. They are many in number, they do not know

that | gave birth to a baby like this”.

Regarding relationships with the community, she participates in major activities. Her

neighbors, with the exception of her roommate, do not know that she bore a child with
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club foot. She doesn’t want anyone in the neighborhood to see her baby’s feet. She stated,
“It is because I didn’t want them to give me a derogatory name”. Her challenge in life is

not able to work because of her child. She hopes to work when the child gets cured.

On the other hand, all of the rest of the participants in the interview (no. 7 to 10 in table
4.8) stated that they didn’t have any knowledge about clubfoot, and that they were
shocked to see their club foot child for the first time. But they were comforted that club
foot was curable. All have good relationship with their family and the community except
respondent # 8, a 30 year old mother who said that she was new to the community;

neither has she had good family support because she doesn’t live close to them.

Regarding challenges the four respondents may have with regards to the club foot
treatment, all stated that they come from long distances for the treatment, and that incurs
high transportation cost to them. All said that leaving their work to come to the clinic
every week was difficult for them. Respondent # 10, a 62 year old man taking care of his
grandson stated that his wife was not able to work on her small business because of the
child. With regards to discrimination or seclusion that may occur due to the children’s
disability, all of the four respondents said they were none. But, respondent # 10 revealed
his assumption as: “the family of the child’s father hasn’t seen the child, and I felt sorry
for that; I think it is because of the child’s condition”. In general, all of the respondents

shared that the deformity of the child didn’t have negative impact on the family.

As we can understand form the words of the participants, they were shocked or sad when
they gave birth to children with club foot, because they didn’t have prior knowledge
about the condition. Four of the families interviewed had their children born at health
centers and were immediately referred to the Black Lion hospital for treatment. The
deformity of one child was missed even if he was born in a health care setting. Knowing

that club foot can be cured, they have accepted it. From the interview, we can understand
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that there is a tendency not to expose the clubfoot children for others to see them in fear

of what others say or ask about the deformity.

The treatment for clubfoot requires that families come once a week for casting, for 6 to 8
weeks depending how fast the foot is corrected. The staff in the clinic makes sure that
they take the treatment seriously, because if they miss the treatment the feet won’t be
corrected. The participants have their own challenges on following up with the treatment.
One of the challenges is missing work due to the follow up process. The other challenge
for those parents/caregivers that have to travel long distance is the financial burden of

transportation cost.
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CHAPTER FIVE

CONCLUSIONS AND RECOMMENDATIONS

5.1. Conclusions

This chapter attempts to summarize the main findings of the research. It is essential that
professionals including social workers, health professionals and other concerned bodies
including government officials understand the challenges of families having children with
club foot disabilities. This study has documented the real and ongoing challenges of these

families.

It is possible to say that most of the families that come from distant places to follow up
with their children’s club foot treatment at Black Lion hospital face financial problem to
cover their transport costs. The treatment at the hospital is free of charge. The treatment
requires for the children to follow up every week for the application of cast to correct
club foot deformity. After the deformity is corrected, the children are given shoe braces
to wear. Then, they won’t have frequent follow ups, but at spaced intervals to make sure
that the intervention worked. The other challenge mentioned by those who are employed
is that they have challenges to get off work for the treatment of their children. Of the
respondents, eighty percent said the treatment interfered with their work, where they are
employed by others or are self employed. Most families come from Addis Ababa and
Oromia special zone. There are 32 club foot clinics in different regions of Ethiopia, and

families bring their children to the nearest club foot clinic.

Regarding the relationship of families with club foot children with others, the research
revealed that to the most part, they have good relationship with their relatives, neighbors

and the community. The majority gets good support from their close relatives. Mostly,
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both parents come for follow up together, and this shows the support they get for each
other, the study confirmed that. The results of the study showed that although families
have challenges in taking care of their club foot children; the family integrity is not
affected because of having club foot children. The number of respondents who said that

the family integrity is weakened is insignificant (7 %).

On the other hand, the study revealed that most parents were shocked when they bear
children with club foot. But, with the support and comfort that they received from the
health care professionals, they were hopeful that their children can be cured.
Immediately, they got referred to Black Lion hospital for treatment. The club foot
treatment starts at the age of one month. With regards to the existence of discrimination
or seclusion in the community concerning their children’s disability, it is not conclusive.
Other studies show that families with children having deformity face seclusion and
discrimination, especially when the children are out in the public. From the qualitative
study the researcher conducted, there is evidence that people are not disclosing their
children’s disability in fear of labeling and stigma. Because the children are very small, it

is easy to cover up with clothes so that no one could see.

5.2. Recommendations
= |t is encouraging that there are 32 club foot clinics in the different regions of
Ethiopia. However, the researcher suggests expanding club foot clinics to
different areas of the country in collaboration with regional hospitals. In fact, it
calls for capacity building of the staff to treat club foot, and requires resources to
do that. In doing so, children diagnosed with club foot get treatment at their
vicinity than traveling long distances. This would shorten the travelling distance

for parents. Also, It increases the accessibility of these services to the poor that
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are unable to meet transportation costs, and it would be an effective strategy of

taking services near the people.

Families are advantaged to get club foot treatment free of charge. Even with this
free service, some are challenged with the treatment cost. It is recommended that
governmental or non governmental institutions offer financial assistance to the

very poor that is struggling with transportation costs.

There is a need to enhance a health education program for parents at the Black
Lion hospital club foot clinic. This will increase awareness among parents about
clubfoot and the treatment process and explain the importance of following up on
the appointment dates for a positive outcome. This can be implemented through
the use of health education talks to be provided to parents as they wait for
treatment in the waiting room. This can be an effective strategy of providing

information to parents, as it requires few resources.

There needs to be training conducted at the health centers in the communities to
create awareness on childhood disabilities. The study identified that none of the

respondents had prior knowledge of club foot deformity.

The researcher also recommends that more research that involves both qualitative
and quantitative approaches be done on the same topic at other club foot centers
located in other regions of Ethiopia to assess the family life of children with club
foot deformity. This could capture data and views of parents in different settings,
which could be used to develop programs that could improve the treatment of
clubfoot in Ethiopia. Also, it could serve as literature for future policy

development related to health issues.
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More research is needed to further understand the extent to which the parents who
are providing care for their disabled children’s are affected, and how they are
affected by their responsibilities on the care they provide to the children.
Furthermore, the researcher suggests that forthcoming studies focus on the

psychological and psycho-social impacts of children’s disabilities on the parents.
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ANNEXES

Annex 1: Questionnaire for parents/caregivers
Indira Gandhi National Open University (IGNOU)

Department of Social Work

Dear respondents,

First of all my sincere gratitude goes to you. | am working on my thesis for my Masters
in social work with Indira Gandhi National Open University (IGNOU) at Saint Mary
University and the title of my research is: “Assessment of Children’s Physical
Disability Family Life”. | conduct the research as partial fulfillment of the Masters of

social work Indira Gandhi National Open University (IGNOU).

The results of the study will be used as a guide to assessment of children’s physical
disability family life. | kindly request your participation in this study by completing the
questionnaire according to the statements given. The participation is voluntarily and the
information given will be confidential. My Contact Address: +251912178708 or email

address: tiflemm@yahoo.com

Thank You in Advance for Your Cooperation!!
It is hoped that the information you will give in this study will be helpful in planning for

improving children’s physical disability family life.

Instructions: Please do NOT write your name on this questionnaire.

Please select one response by circling the number of your choice.
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Name of the person filling out the form: Signature:

Questionnaire number:

Questionnaire for parents/caregivers

Background Data

1. Sex 1. Male 2.Female
2. What is your current marital status?
1. Single 2.Married 3.Divorced 4.Widowed
3. Place of residence: Region 1) urban 2) rural
4. Age: 1)18-25 2) 26-35 3) 35-45 4) Above 45

5. What is your employment status?

1. Employed 2. Self-employed 3. Unemployed 4. Housewife

5. Retired 6. Student

6. Education level

1.
2.
3.
4.

Iliterate 5. Technique & Vocational

Read and write only 6. Higher education(diploma &
Primary (1-8) above)

Secondary (9-12)

7. Person who brought the child to the hospital:

1. Father 2. Mother 3. Grandparent 4. Others- specify ---------------

8. The child’s age: 1) Less than 6 Months 2) 6 Months to 1 year 3)1 year and above

o

. How long has your child been following up for the treatment of club foot?
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10. Do you attend to treatment regularly? 1. Yes 2. No

11. What difficulties do you have in following the prescribed treatment?
11.1. Is it very expensive to attend treatment? 1. Yes 2. No
11.2. Do you have the time to attend to treatment every week? 1.Yes 2.No
11.3. Do you have anyone to leave other children with at home? 1.Yes 2.No
11.4. Is your home very far from the hospital to make it every week 1. Yes 2. No
11.5. If you work, does the treatment process interfere with attending to your work?

1.Yes 2. No

11.6. Please mention if you have any other problem.

Questions on family relationships:
12. What is your relationship been like with your spouse after your child was born with
clubfoot deformity?

1. It has strengthened 2. It has weakened 3. No change 4. Spouse not around
13. How would you rate the support you get from your spouse with regards to caring for
your child with club foot?

1. Poor 2.Fair 3.Good 4. Very good
14. How would you rate the support you get from your close relatives with regards to
caring for your child with club foot?

1. Poor 2.Fair 3.Good 4. Very good
15. How would you rate your participation in your family’s day to day activity?

1. Poor 2.Fair 3.Good 4. Verygood

16. How would you rate the time you give to your family in your house?

1. Poor 2.Fair 3.Good 4. Verygood

17. 1s having a clubfoot child been a challenge in your family? 1. Yes 2. No
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18. If the answer to the above question is yes, what is the challenge?

Questions on social life
19. How would you rate your relationship with people in your community?
1. Poor 2.Fair 3.Good 4. Very good
20. How would you rate your relationship with your neighbors?
1. Poor 2.Fair 3.Good 4. Verygood
21. How would you rate your participation in the activities of your neighborhood?
1. Poor 2.Fair 3.Good 4. Verygood
22. Is there anything that you are unable to do in your community because of having a

child with club foot? 1.Yes 2.No
23. If yes, what is it?

24. Does having a child with club foot has impact in your relationship with the

community? 1.Yes 2.No

25. If the answer to the above question is yes, what is the social impact?

26. Have you ever felt of being secluded from the neighborhood because of having a

child with club foot deformity?
1. Yes 2.No

27. Have you ever faced discrimination in your community because of having a child

with club foot?

1. Yes 2. No
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General questions

28. Please state if there anything that you couldn’t accomplish because of having a child

with clubfoot deformity.

29. How would you rate the time you give for yourself?

1. Poor 2.Fair 3.Good 4. Very good
30. Do you feel stressed out from taking care of a child with clubfoot deformity?

1. Yes 2. No

31. If the answer to the above question is yes, how would you rate the level of stress that

you experience?
1. Low 2. Average 3. High 4. Very high

32. How do you get your stress relieved?

THANK YOU FOR YOUR COOPERATION
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Annex 2: Consent for Interview schedule

My name is Tifsehet Lemma. | am a student of Indira Gandhi National Open
University (IGNOU) studying for my Masters in Social Work. Currently, | am working
on my thesis, and it is concerning the family life of club foot children. The objective of
the study is to learn if the challenges that families may have. To do this, I will ask you
questions. Your participation will be voluntary. The data collected will help as a resource
to a study on the university’s knowledge.

In order to get accurate data, the interview will be recorded. Names of the interviewer

and any related personal data will not be included in the study. Also, the data in this study
will remain confidential. You have a right to withdraw from this interview, and you can

withdraw from this interview at anytime.
The content of this study can be provided to you upon your request.

| declare my agreement to participate in the interview by signing below:
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Annex 3: Interview Guide for parents/caregivers

1.

Please tell me your background information (age, work, marital status, place of
residence, other children)

Tell me about your child you brought for treatment (age, when he was diagnosed
with clubfoot, when he started treatment, who told you about this hospital)

Did you know about clubfoot before the child was born (what did you feel when

the child was born with clubfoot, what did others say- spouse, family, relatives,
neighbors, others in the community)?

Do you have any challenges in following up with the child’s treatment? (shortage of
transportation, financial problem, attending with work, leaving children behind,
distance of hospital to home? transport cost?)

How do you see your relationship with your family (spouse, other children, close
relatives)?

How do you see your relationship with your neighbors (do you visit each other)?
How do you see your relationship with your community (do you participate in
social obligations, do you have enough time to do so)?

Does bearing a clubfoot child has any impact on the family (strengthened the
relationship, weakened, or there is no change.

Have you ever experienced discrimination or seclusion because of your clubfoot child

(feeling shame)?

10. Is there anything that you worry about your child having clubfoot?
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Annex 4
Questionnaire for parents/caregivers in Amharic
NPLnt+ TICL° FunChk:
PnTILe D18, CCP T RLOCHT PLVL 9°LF TG+
POIUNEP WIATINT TG T AGA(ONGA ©Ch)

ameey AFCA A2T Nao-h-:-

loolavl P PUT aoM@P Aovao-Al (looHONCP 9°0 068 LLLAD T (17
Teavt A% EOAA: NPt CICLI° LLNCHT ATTUNEP WAV TG
Povavldf AU  ChAhd 1STE LHOTT POTAN o OFavAnt P40A
TG Noondt AL ATFAU-: GUTI® TG PoMULM PATLL D78 PCP T
TVCT (A7) CAAN @Ch LVL 9°LF TGS AGA 999909 aohd.CT
NooP' @

PHY TG om Tt A FSTE WHOTT POEAN Me@ T S0A N-Favhnet
hAaoANT oo y1e LIPSA: DALY NV oom@d @-0T L1717 TeePT
Noogo-AT A6 A28LLCT TNNC AMGPAV:: TATEDI 04 PLE VP
AL Ctoohlt AT POLTIM ovlB9° 9°Oms. CFm0d SIPSA: LTI
AL AR 09121787081 A712A tiflemm @yahoo.com

ONTFNNCL NPLe hao(ISAU-::
ACO2 NoomBd AL P2.0m-F ovlB  Chad &S 0HFANT?  e0-HaN
AT ATHAN A%IPL LMPTIA A 8FavGi::
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NA oom2e ATPAA:- ANNL NaomPe AL O9°DPT  ALA4NH: ATLCED

299 AmT3 avAQ Paol.mT TG AL N°790N Laodn-k

7 CVA R AT WL | VL —— PN oLy — o —
Poom@P oo RPTC --------------

aomgd

Poom@d +AFLPT hMPAL avlA

1. £ )02 2) tvt

2. ¢oNF v 1. £ 2. £AN 3.4 (F)
4.00/U0F L9/

4. PT@MAL 03 RAA- 1) 1mC 2) htoy

5. AL} 1) n18-25 2) 26-35 3)35-45 4) h45 hov- 1AL
6. P0¢-P Vv

1. ++TC Noopd-T AL £A 2. 0776\ ¢ 71H8L.C
3. N PAND- 4. PO AaoT 5. mdédJ foM 6. 1714

7. CTIUCT RLE

1. 97I0NG ovA& P2ILTA 2. 2THNG o0iAG NF POLTA
3. Ph7LE LB TIPVCT(1-8) 4. PUANTE LLE FICVUCT(9-12)
5. -kn'ths 9°f 6. ha % +9°vCT (4. TA79 hi.f NAL)

8.h".m7 mL POT. A LavM® DAL/ WAL,

1. a0t 2. St 3. AMFS AST 4. hft 4. AA

(£70m-)
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9. P AL AL 1.hde0t oC 03T 2. haght oC ahh 1
havil 3. ha?& hovl AL

10. AEP ¢hn9°G nF hfavl 9°7 PV L PI@-2----ammeemeee
11. g°S@-7 N1.10 Sh-1+an-? 1) h® 2)hLLNAT°

12. hA9°S@-7 AaohJ-Fi ALITI° PULTFN FICT Ntavhn-t:-

12.1. 0PA° 7k A A%12L47 ®en, LOHNL IA?

1) AP 2)hALLAd°
12.2. PO 7k AT A%1%L7 N¢ L ANPT?

1) h® 2)hLL.09°

12.3. ALY A ALLCT  ANT AZTLT AT @-0T TA®- 10>
Poom? 1) AP 2)ALLAY®
12.4. FP hehn9°s NF@- NM9° LCPAN?

1) h®  2)aLLAY®
12.5. ¢ 99904 WP CAhng°Sa- A tA Ne-217 17110 A4S -1
ALCAN? 1.2 2)hALLAI

12.6. AA FIC WA ST
h i 2C PAD3 277 Otaoh:-
13. %199 AIC LA~ A¥ hdAS LA hAALTP IC PALTF PACH NCH
2759 Favan-t:-

1) 7Pk A18MShC ALCAA

2) VFFIE PHPYA

3) 9°19° A@-T PAD-I°
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14. PALLG a7a0a0, OhovAnt CAOALTLT &I W8T Lo '3 A?
1. HP £A/ £ho1 2. oomis 3. T4 4. NMP° T4
15. PAEDT A0 hovAnt CPCN HooLTPF & 06 W7l Lovr-FN?
1. HP £A/ £ho? 2. oomis 3. T4 4. NMIP° T4
16. OHONL  Pant  hadt  ATPOPA o0T  PALTT  AATE AT
Lo '3 N\?
1. HP £A/ £ho1 2. oomis 3. T4 4. NMI9° T4
17. AMAT POAONL AOAT POLAMT7 I A78%T Lo H'3 N7
1. HP £A/ £ho? 2. oomis 3. T4 4. NMP° T4
18. #0917 AIC (AN 4T) LA AF Noo@ALP NLTANL AL MG
LTEAN? 1. A2 2. ea9°
19. o ANL APF AP BSD I 7L 1M

TGP 1712 (tavhht

20. hANANLE ALT IC LALTHT UV Wit LovHr3A?

1. H¥ £a/ £y 2. oomis 3. T4 4. NMI° T<.
21. WILOATFP OC CAPTT 17T Wil LooH'rFA?

1. NP £4/ £h91 2. eom¥s 3. T¢ 4. NMYP° T<
22. NN4C 0T 07L.LT  ATPOPOLT AL PALTT HATE WIST
L.ao '3 A?

1. HP £0/ €097 2. aom¥s 3. T4 4. NMI° T4
23. AED A% AC TCT Nov®AS °n7 0T NTTVLAN “ThSDT SATFNT
IO T QN 4 1T T SRR
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24. BATITN AIC (M0 471) PAD- AF Nov@-ALP hoIvinn IC NPT
VYiE AL MG LTEA?
1. h® 2. PAY®

25. av AL AP7 nP1 MNP BGSD I°1LID
26. $A9197 AIC LAM AP Nav@-ALP 9°07e1T Chhll.m A@ ACNL?
POII0AN U AITIP CarPN? 1. AP 2. PAP®°

27. $A%171 AIC LAD- AP Noo@ALP 01T NPT h&AL A& LOADNP T
£ PAN? 1. h® 2. LA°

AMPAL, TPEPT:-

28.8A7191 A7IC LAM- A Nov@ALP °01fT NIAL ATThG®7 CAFAT TIC hA
1L 10

29. AAL-NP PULOAMTT L A%t LovlHr3A?
1. NP £/ Lhel 2. oom¥s 3. T4 4. NM9° T4
30. PANA &1 LAMT AE oot Whem TP AL CAAIC MG (B 1T)
AL CNDL FN?
1. h® 2. PAY°
31. oAt APT WPt PARIC ASD7 (B 1E7) AT T LovHrFN?
1. HP+E 2. oom¥s 3. he1E 4. NMY° hets

32. AAAI°CP nlST PULETTNT avy)1L A L7Am::-

A FNNCEP agoN759AU-::

Annex 5: Consent for Interview schedule

68



APA oomeP PooN1.e Oig

0% FEOVT A% LOAA: AZL4 I35 PCP T RUICHT PUIANLANE 24 TS
(PORAA @Ch) PLVL 9°Ld 914 15 Agvavldf U4, TG T NT'Le AL
AIEAU PTGE CAn $AT77 AIC PAT @ HADT @7 NHavAnt 1o
PTGk AATT LV 1% CAVT® OFANT ALITVF® P7LTA T9C hA
Aaol & A7 VT AZILLI9° LUT PAaomBP amBP L IAV-:: PACOHP
FATE 4P AL Phaohid PG PULANND: oolB NRLACH L@
ADPS AATF FavAAL TGETFT ATITG T LLSA::

S0 oM FAANT D7 1AN Ao H AOA 0BT LPGA: N9° OLI° Ad-T
T avlBPT dU4 @AT P71k AT hHy P oom@P LTI
aolB9° NPOM.C LmNPA: hHY PA aomLP Al-NPT P9190N oot AL
A7 AP 0191509 L ao0eH STAN:

PTG TPA 14N NTLELP aoOlt ANTP LTFAA:

0AG (FH1AO@- 1AN aoN1771E77 N&C7T% Al IIMAY-::

nge:- &G
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AnNnex 6

Interview Schedule with Parents/caregivers in Amharic

ADAE/AOSLPT NATICE OTHDF $A aomPd

1.

NAACNL 177 (O ALY 1MC 10 LA hho1?  ALT):
NeF PONF v CFPUCT LLETANT ALT hAF olt.)

. hACNL OC WhaeM@- AEL U3 (A&7 T4 oo’ Ao

T ao'E W1LEavl:T ®L POTHAN Ar8'%NS% 717 11CP1?)
NABAZI?T A7IC 9°7 PO-Ph (hoo@AS 04T ht®AL N77A
COANTLE COANNL T PHov LT LT CUNFTLT Co90NLAN ANALOT-
9°7 LavNAN?)

WA AT12LD 907 FAC LOTIPIN (CFEIN7Cr A PTIHA
ATLTE /24 avAfAT ALT The aog®MHE AT CT AR
LONN? O COMNA? TP ACPT hA@-)

. WFANPTFL 2C LALT PCOT 9°F LavnAN (hAALTL T hAdT

AZTLT nPCA Haw 52 OC)?

NILOLET® OC PAPT PCOT 9°F BavNAA? (FmEPPATU-?)
hTUROZAN: IC AL PCOT 9°F LavdAA? (ALCE “1hNCT OCT*
APOT OHAF PCOT 9°7 BaoNAA?  AGATEN N4 LH AAPT)?
BATITT AC LAD- AE NoDALD MAGL AL 97 hLYT 40hT
AALZA (LTONFT AMSHEA ALRINIPI° TORT hAALLI®? AT
AT AL ARICH N T FA A7SPLCT hT4A?)

. DAL 01T h&AP/ oo\ LCONPT L PN (A T18.NPE $91L:L7

UsF M0 91477 POLNPET 1IC o041 ONH)?

10. AEL $0T197 A%C LA oo P70 TP 2T 11C WA 0174757
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