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Abstract: There has been increasing attention to quality of life for families supporting children with
disabilities internationally; however, there is minimal research on family quality of life (FQOL) in low-
income countries, and specifically in African contexts. This study explored how Ethiopian families
of children with disabilities conceptualised FQOL and what they perceived their support needs
related to FQOL were. Using a qualitative exploratory descriptive design, we interviewed Ethiopian
family members of children with various disabilities. Audio-recorded interviews were transcribed
verbatim and translated into English with professional translation assistance. We analysed translated
transcripts inductively based on Braun and Clarke’s approach to thematic analysis. We found
that spirituality was core to families and that they described FQOL in terms of their relationships
within the immediate family and with the community. Additionally, families wanted to be self-
sufficient and provide for themselves, but with the additional challenges of raising a child with a
disability and pervasive poverty, they recognised their need for more support. Therefore, providing
holistic, family-centred services to Ethiopian families of children with disabilities can contribute to
enhancing FQOL.

Keywords: family quality of life; support; family; children with disabilities; Ethiopia

1. Introduction

Families provide important social structures in societies across the world, and they
are particularly crucial for supporting positive outcomes for children with disabilities [1,2].
Interest in family quality of life (FQOL) as an outcome for families of children with dis-
abilities has increased since its more formal conception in 2000 at the World Congress of
the International Association for the Scientific Study of Intellectual and Developmental
Disability (IASSIDD) [1,3]. Emerging from the field of individual quality of life (QOL) [4,5],
FQOL recognises the interconnection between family members and how individual needs
and wellbeing affect the wellbeing of the whole family. Zuna and colleagues [6] developed
a theory and model of FQOL, which was subsequently updated by Chiu and colleagues [7],
to demonstrate the dynamic interplay between individual family members and the family
unit within the context of programs, systems, policies, and societal values. Zuna et al. [6]
define FQOL as “a dynamic sense of well-being of the family, collectively and subjectively
defined and informed by its members, in which individual and family-level needs interact”
(p. 262).

Research related to FQOL has predominantly focused on the perspectives of par-
ents/caregivers, typically mothers, of children with disabilities, providing a preliminary un-
derstanding of factors that can either facilitate or impede FQOL [4,8]. Additionally, FQOL
research originated in the field of Intellectual and Developmental Disability (IDD) [3,5,9]
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and whilst researchers are beginning to investigate FQOL with other disabilities [10,11], fur-
ther exploration is needed with families of children with various and multiple disabilities
and from the perspectives of various family members.

Although research related to FQOL is expanding from its origin in high-income,
English-speaking countries to explore international perspectives [12–16], there is still
limited research in low-and-middle-income countries (LMICs). The majority of children
with disabilities live in LMICs [17,18], therefore it is important to understand perspectives
in these contexts and to explore opportunities for supporting families to enhance FQOL. As
culture and context significantly influence FQOL [4,19], it is also important that families of
diverse backgrounds are engaged to develop a broader global understanding of FQOL and
to direct the development of culturally relevant support services. We recently conducted
a scoping review to explore the factors that contribute to FQOL for families of children
with disabilities in African contexts [20]. We found that many factors align with the
global FQOL literature, including family relationships, family income, and severity of
disability; however, poverty, stigma, and spirituality were particularly significant and
strongly affected FQOL in African countries.

As one of the mediating factors contributing to FQOL, it is important to consider
the role of support for families of children with disabilities. Kyzar and colleagues [21]
categorise support as emotional (improving psychosocial functioning), physical (related
to health and daily living skills), material/instrumental (related to finances and helping
families complete needed activities), and informational (improving knowledge). In a
literature review of families of children with severe/multiple disabilities, they found that
“family support provided an enhancing effect to family quality of life, family functioning,
and family satisfaction and a buffering effect on family stress.” [21] (p. 41). In a more recent
review of the relationship between family support and family outcomes among families of
children with disabilities in LMICs, Nuri and colleagues [22] found that families received
most support from informal sources—family, friends, peers—and support was connected
to reduced parental stress and care-burden, improved parental knowledge and skills, and
enhanced life satisfaction. In our scoping review, we also found that various types of
support positively affected families in African contexts, but there was an overwhelming
need for more support [20]. The connection between FQOL and the nature and level of
support, particularly in LMICs, requires further research.

This study was conducted in Ethiopia, an East African country located in the Horn
of Africa. It is the second-most populated country in Africa, after Nigeria, with an esti-
mated 110–115 million people. Although reliable statistics on disability are difficult to
ascertain, in 2011, the World Health Organisation (WHO) estimated that approximately
17.6% of Ethiopia’s total population had a disability [17]. Other studies have indicated
that nearly half of those with disabilities in Ethiopia are children [23,24]. Minimal research
has examined the subjective experiences and needs of children with disabilities and their
families in Ethiopia [25–28]. The purpose of this study was to explore how Ethiopian
families of children with disabilities in Gondar conceptualise FQOL and how support,
or lack thereof, contributes to their FQOL. Understanding FQOL and families’ support
needs in an Ethiopian context can help to direct appropriate support services for families of
children with disabilities that are culturally relevant and family centred, as well as feasible
within an Ethiopian context.

2. Materials and Methods
2.1. Study Design

We used a qualitative exploratory descriptive design to understand how Ethiopian
families of children with disabilities in Gondar conceptualise FQOL and what they perceive
are their support needs. An exploratory descriptive design allows flexibility to explore and
describe participants’ experiences of a phenomenon where there has been limited previous
research [29].
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2.2. Participants

Ethiopia has signed the United Nations Convention on the Rights of Persons with
Disabilities and has technically adopted their definition of disability [30,31] as stated in
Article 1: “those who have long-term physical, mental, intellectual or sensory impairments
which in interaction with various barriers may hinder their full and effective participation in
society on an equal basis with others” [32]. However, like in other African contexts, children
rarely have a formal diagnosis of disability in Ethiopia. In addition, similar to other African
countries (e.g., Congo, Tanzania, South Africa), Ethiopian families often constitute a broader
definition of family, more than simply blood relations [33–35]. Therefore, participants in
this study included family members over the age of 18, based on the definition of family by
Zuna and colleagues as the “collective number of individuals who consider themselves to
be part of a family and who engage in some form of family activities together on a regular
basis” (p. 263) [6]. Participants identified as having a child with a disability (age 0–18 [24])
regardless of diagnosis.

2.3. Data Collection

Participants were recruited with the assistance of the University of Gondar (UoG)
Community-based rehabilitation (CBR) program who are familiar with local families of
children with disabilities. We purposefully sampled to ensure a diverse representation
of family members, types of disability, and levels of support. Aiming for approximately
20 family members, we used information power—considering the study aim, sample
specificity, established theory, quality of dialogue, and analysis strategy—to determine
sufficient data, as exploratory studies do not aim for a complete description of all aspects of
the phenomenon (as targeted in theoretical data saturation), but rather seek abundant and
varied accounts of a new phenomenon [36]. Once potential family members were identi-
fied, a CBR supervisor explained the study and if they provided verbal consent, a meeting
was organised with a local research assistant (RA) who conducted all of the interviews in
Amharic to ensure that participants were comfortable in their own language. The inter-
viewer confirmed verbal consent again with each participant before starting the interview.
Following recommendations from Ethiopian colleagues, interviews were conducted at
the CBR centre, as it was a familiar central location. Participants received remuneration
for transport/refreshment costs in line with local recommendations [37–39]. Following
the interviews, a local faculty member of the UoG transcribed the audio recordings of
interviews verbatim in Amharic. A skilled local translator then translated the interview
transcript into English.

2.4. Data Analysis

Following translation, we used Braun and Clarke’s [40] approach to reflexive qualita-
tive thematic analysis, first familiarising ourselves with the data before generating initial
codes, searching for themes, reviewing and defining themes, and finally writing up the
report. To improve rigour, 2 authors independently coded several transcripts, and all au-
thors were involved in discussing the findings and potential themes. We also considered
potential meanings of translations with Ethiopian colleagues [41–45].

2.5. Ethical Considerations

Cross-cultural research, as in the case of this study, introduces additional ethical di-
mensions that require sensitive consideration and reflexivity [43,46]. Firstly, we obtained
ethical approval from Queen’s University, Canada (# 6028643), and the University of
Gondar, Ethiopia. We were guided by Im et al.’s [47] criteria for cross-cultural rigour:
Cultural relevance, contextuality, appropriateness, mutual respect, and flexibility. Our
research purpose is relevant to the local community and seeks to practically contribute
to improving FQOL. All of the authors have prior cross-cultural experience, and the first
author had ongoing, extensive consultation with Ethiopian colleagues to ensure the research
process was respectful and appropriate. Recognising inherent power imbalances between
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the researchers and participants, particularly with the majority of participants being women,
we sought to minimise these differences as much as possible [48,49]. Specifically, none of
the foreign researchers had direct contact with participants, whereby participants were
identified via their local CBR worker (who has a longstanding relationship with families,
completely separate from the study) and a local RA conducted all interviews. Voluntary
consent was explained clearly to participants, and verbal consent was obtained to mitigate
potential issues with literacy [50]. Non-English participants are sometimes overlooked
in English-dominant academic work [51,52], therefore we ensured all interviews were in
participants’ local language to allow them to express themselves fully. We endeavoured to
model humility, respect, and flexibility throughout the research process.

3. Results

We interviewed 20 family members from 20 different families of children with disabil-
ities in Gondar, Ethiopia. Our participants represented families of children with a range of
disabilities between the ages of 2 and 17. Family members were predominantly mothers,
but also included three fathers, three grandmothers, two aunts, and one sister. Whilst
almost half had irregular income and could not provide an average monthly income, seven
reported a monthly income of under 1500 Birr (approximately USD34). More detailed de-
mographic information is evident in Table 1 whilst Table 2 provides contextual information
for participant quotes.

Table 1. Demographic characteristics of study participants.

Demographic Characteristics n = 20 (%)

Age of Participant (years)
21–30 3 (15)
31–40 10 (50)
41–50 3 (15)
51–60 1 (5)
61–70 2 (10)
71+ 1 (5)

Sex of participant
Female 17 (85)
Male 3 (15)

Level of education
No formal education 5 (25)
4th grade 3 (15)
5th grade 1 (5)
6th grade 3 (15)
7th grade 0 (0)
8th grade 1 (5)
9th grade 1 (5)
10th grade 4 (20)
11th grade 1 (5)
University 1 (5)

Approximate Monthly Family Income (Birr)
<1000 1 (5)
1000–1500 3 (15)
>1500 3 (15)
Irregular income 9 (45)
Not stated 4 (20)

Sex of child with disability
Female 9 (45)
Male 11 (55)
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Table 1. Cont.

Demographic Characteristics n = 20 (%)

Relationship to child with disability
Mother 11(55)
Father 3 (15)
Grandmother 3 (15)
Aunt 2 (10)
Sister 1 (5)

Religion
Orthodox Christian 18 (90)
Muslim 2 (10)

Table 2. Contextual information for participant quotes.

Participant Number Description

P1 sister of 10-year-old boy with physical disabilities
P2 grandmother of 10-year-old boy with developmental disability
P3 aunt of 4-year-old girl with multiple disabilities
P4 mother of 5-year-old boy with multiple disabilities
P5 aunt of 11-year-old girl with physical disabilities
P6 grandmother of 15-year-old girl with physical disabilities
P7 mother of 14-year-old boy with multiple disabilities
P8 mother of 2-year-old boy with multiple disabilities
P9 father of 4-year-old girl with multiple disabilities
P10 father of 7-year-old boy with multiple disabilities
P11 father of 10-year-old deaf girl
P12 mother of 4-year-old boy with multiple disabilities
P13 mother of 12-year-old boy with intellectual disability
P14 mother of 9-year-old boy with intellectual disability
P15 mother of 10-year-old boy with physical disabilities
P16 mother of a 7-year-old girl with physical disabilities
P17 grandmother of 7-year-old boy with multiple disabilities
P18 mother of 9-year-old girl with physical disabilities
P19 mother of 7-year-old deaf girl
P20 mother of 15-year-old girl with multiple disabilities

We drew out five major themes from interviews with family members: Spirituality,
relationships (divided into subthemes: Relationships within immediate family and rela-
tionships with the community), self-sufficiency, parenting responsibilities, and the role of
support. Figure 1 shows a visual representation of themes where spirituality is the central
core with dotted lines depicting the inter-connections between spirituality, relationships,
and self-sufficiency. Parenting responsibilities and support are on opposite ends of the
spectrum as they represent competing constructs that must be balanced and work in tan-
dem in order to achieve FQOL. They are also connected to and are affected by spirituality,
relationships, and self-sufficiency. Table 3 delineates the overall themes with representative
participant quotes.

3.1. “All I Have Is God”—The Foundational Role of Spirituality

Families of children with disabilities demonstrated how core their spiritual beliefs and
values are to the way they live with disability and face their daily struggles. Participants
adhered to traditional religious institutions, mostly some form of Orthodox Christianity,
but several were Muslim. Spirituality influenced families’ behaviour (e.g., taking their
child to holy water in the hope of a blessing or cure) as well as their beliefs, values, and
hope for the future. For example, several participants accepted that it was God’s will that
they were given a child with a disability and although they were initially disappointed and
continued to struggle, they saw their child as a blessing and gift from God: “I always accept
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what God has given me. Whatever He has in store for me I just accept it and live with it.”
(P11). In the face of discrimination and inadequate support, the participants turned to God
as their source of comfort and support.
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Figure 1. Visual representation of themes related to family quality of life (FQOL).

Table 3. Overall themes and representative quotes from participants.

Theme Representative Quotes

Spirituality “When you are spiritual, everything will be blessed. All of us including my
children always pray and fast. Thanks to God we are living off his blessings.”
P16
“If you have a belief, you will fear God. You will get comfort in Him. A person
with faith will never do a bad thing. All children who are spiritual are
important to everyone. A child who is raised being told not to steal and
fornicate will never do a bad thing [ . . . ] It costs nothing to raise children
having humanity.” P5
“Religion is crucial. Going to church and praying, and then if we live
entrusting to the Lord, He can support us. So that is very crucial. I feel relieved
and happy when I get back from church. If we believe in Him [God], He will
protect us from all danger.” P6
“Religion is important for all of us. We feel happy when we go and attend
church. Everyone’s religion has its own good.” P15

Relationships
- Relationships within the immediate family

- Relationships with the community

“You know . . . when we all are happy, I am happy. My children are happy.” P8
“Love between family members is necessary. If we care about each other, we
can work together and create wealth.” P9
“I have good and kind neighbours who take care of her [child with disability]
whenever I go out of the house.” P5
“She [the neighbour] would say that God made my son like this because of my
sins. People are bad.” P7
“I don’t socialise with people, for one thing economical reason, for another I
can’t handle people’s sarcasm. So, I stay away from everyone. And I am
already hurt inside.” P14
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Table 3. Cont.

Theme Representative Quotes

Self-sufficiency “You cannot live getting support from other people all your life . . . if there is
something you can work on, I think you can work and change.” P3
“If I can get a place to work and money to stand on my feet [become
self-reliant], I will be able to lead my family’s life. There will be no work that
will be difficult for me because I am used to doing everything.” P9
“You know people expect others to help until they change for good [...] instead
of taking the support for granted and spending it on anything, I want to put it
to open up a small café to sell ‘Shiro’ or dry ‘Injera’ [traditional Ethiopian food]
by preparing them, and I want to live my life in the future.” P4
“Then, I will be happy if I could help other people. Because I know what my
life was like.” P10

Parenting responsibilities “So, raising a child with disability is difficult. You can’t leave them alone, even
if you do you will be worried to death whether they fell or not . . . When I
worry about my son and myself, I have a headache.” P4
“Being a parent is so joyful. I love my son with his disability. I would have
been happier if he would have been healthy [without disability]. I love the
healthy one [the younger child] but I don’t feel as much pain as with the other
one [with the disability].” P12
“I am also teaching them to be responsible, respectful of their elders and
everyone else, and I advise them to focus on their education.” P16
“Being a parent is really difficult but satisfying when you raise your children
and they become successful. Going through a lot of struggle to raise them, you
will be happy to see them succeed.” P20

Support “There is also nothing you can do if you don’t have money. It is difficult. But if
you have money, you can have a good life.” P11
“Support means not only money but also ideas. Ideas are like giving money.”
P10
“She started using a crutch about a month ago and she is trying to get a hold of
it. She had some improvement with the physiotherapy, but I had to
discontinue it because I couldn’t pay.” P20
“Those with children would look at me differently; they comfort me. Some of
them would feel bad for not doing a certain thing. I would say to them that all
I want is people who comfort me, not insult me.” P7

Their belief in God and acceptance of their ‘lot’ encouraged participants to persevere
and have hope despite the challenges they faced raising children with disabilities: “Out of
all the things, religion is important whether you have everything or not. You will benefit a
lot when you become closer to God. He [God] always does what is good for us. Even if we
have to face bad things, we should always be thankful for it. You will face many challenges
in life but if you are able to pass them in patience, I think you can be successful” (P20).
Perseverance was expressed in terms of working hard to change and improve the family’s
life and enduring challenges without losing hope. Closely linked with perseverance,
and again underscored by families’ spiritual beliefs, several participants described their
commitment to raise their child with a disability and their willingness to sacrifice and
accept their responsibility despite others telling them they should ‘give up’ their child.
Participants described how they could set an example for others by demonstrating care for
their child with disabilities, and by working hard and diligently to improve and change
their lives for the better.

Although spirituality was crucial for families to cope with raising a child with dis-
ability, it also seemed connected to a more general morality, shaping family values, goals,
and behaviours, regardless of the presence of disability. Participants described the need
for families to model spiritual faith to children so that they grow up to be moral and
responsible. One mother described how her husband was unsupportive because he did not
take spiritual beliefs seriously: “We are Muslims and, in our religion, praying five times
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and reading the Qur’an is mandatory but he doesn’t do these things. I think this is why
he couldn’t be good to his family. Because a religious person would fear his creator, and a
person who fears his creator will be good to other people.” (P12).

Linked to morality, several participants spoke about wanting to ‘give back’ and help
others less fortunate, despite struggling to make ends meet themselves. This was evident
by a family member, other than parents, taking in the child with a disability (e.g., sister
or aunt) because they felt that they were better able to care for the child and help in this
way. Some recognised that they were not in a position to give much materially, but they
still wanted to encourage and help others who had been through similar hardships. One
woman described how she could never be truly happy when she knows that others suffer:
“Even though I eat to the full, I would think of my poor relatives in the countryside. And
if I see someone struggling, I would feel their pain. I don’t get satisfied with what I am
giving and that creates a discomfort for me” (P5).

Going to church or other religious gatherings as a family and celebrating with others
on holy days was also frequently described as important and a source of happiness even
when life was an ongoing struggle. Other people were sometimes more generous in giving
money, food, or clothes during these celebrations and these times offered families a break
from work/routine and a chance to eat special food and enjoy time together. However, one
grandmother described how poverty robbed this joy: “I am always heartbroken especially
during holy days for I couldn’t be able to meet our needs. I spend most of my time in pain.”
(P17). Attending church, praying, and taking the child to holy water (even if it was very
physically demanding to carry their children and travel long distances) were all important
activities for families and some lamented that they could not be more involved in spiritual
practices because of the restriction of caring for their child. Engaging in spiritual activities
was an important source of emotional support for families: “When I am bothered, I go to
church. You meet the priests and other brothers who advise you and you would learn a
lot from. That gives you a great relief. First of all, I get blessed when I go to church. And
second, I get back home cheered up.” (P14). This same mother described how following
religious traditions (i.e., at her wedding) also brought happiness.

3.2. Relationships

Relationships within the nuclear family and with others in the community were fun-
damental to FQOL for families of children with disabilities. However, these relationships
could either facilitate or hinder FQOL.

3.2.1. “When They Are Happy, I Am Happy”—Relationships within the Immediate Family

Family members described their own happiness in terms of the happiness of other
family members, and often the child with a disability. These close, mutually dependent
‘symbiotic’ relationships demonstrated the intense central core of the nuclear family in both
positive and negative ways. Mothers particularly described how they were happy when
their children were happy. Conversely, caregivers suffered when their children suffered.
This symbiotic relationship was also evident between spouses, where one woman described
how her wellbeing and happiness depended on whether her husband was satisfied. Several
other participants described having unsupportive husbands either passively (i.e., their
husbands had died, were ill and unable to work, or absent because of long work hours) or
actively (i.e., husbands abandoning the family, rejecting the child with a disability, conflict,
divorce, or blaming the mother): “After I gave birth, he doesn’t give his fatherly love to the
new-born. He thinks the child will be disabled like his big brother. He would say to him
‘Be careful, she will make you like your brother; she will not handle you with care’” (P12).
One mother claimed that her ex-husband actually caused her daughter’s disability by
pushing the girl aggressively and claiming she was not his daughter when she confronted
him to ask him to support the family. This wasn’t the case for every family though, where
some fathers were caring, supportive, and actively involved in the family: “My husband
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supports what I do, he advises me. He is not only my husband, he is my father, my brother,
my teacher and my everything. When I get angry, he calms me down.” (P5).

Participants described various ways that they interacted as a family, for example eating
or drinking coffee together or celebrating holy days together. However, also relationally,
they described the spectrum of emotional connection from love, care, and unity within
the family, to conflict (particularly between parents and sometimes leading to divorce or
rejection by the father). When asked to describe her family’s ‘good’ or ‘satisfactory’ life, a
university-educated aunt with a supportive husband said: “With everything we got, we live
in love, harmony, consulting and caring for each other” (P5). Unity and peace within the
family came through as a desired attribute of FQOL, though many families recognised that
this was not their reality. Other participants also affirmed the importance of love and care
within the family. Communication between family members was another aspect of family
interactions, although participants mainly described the challenges of communicating
with their child with a disability. Many of them explained how they (or other close family
members) were the only ones who understood their child and could respond to their needs.
Interestingly, a couple of participants, both single mothers, described how their families
had regular family ‘meetings’: “Every Friday is a family meeting. We evaluate everyone’s
week and give constructive feedback regarding our behaviour, interactions with family
members and others and performance of our duties in and outside the house. All of us
take part in it. My oldest son leads the meeting and we all take note.” (P20).

Most family members mentioned how they prioritised their children, particularly
their child with a disability, and sacrificed in order for their children to have a better life:
“There are times when I only feed him and I fast for I couldn’t be able to provide.” (P17).
Caregivers wanted to see all of their children become independent and successful. Many
of them also tried to shield their children from the brunt of their harsh, impoverished lives.
An aunt of an 11-year-old girl with a disability shared how she made a ‘pretend’ birthday
celebration for the girl, making a cake and inviting friends even though she could not really
afford it, because the girl was upset that she had been excluded from a neighbourhood
celebration. This participant also spoke out against discrimination and advocated for her
child’s right to education. Several other caregivers advocated for their children for health
services, equipment, and housing.

3.2.2. “There Are Some Who Understand and Others Will Take Offense”—Relationships
with the Community

All of the participants described both positive and negative relationships with people
outside of their immediate family, including relatives, neighbours/friends, as well as
support providers. These external relationships either supported or detracted from the
core family unit, affecting FQOL. All of the families received some support from others,
although it was often inadequate to meet their needs. Some families received very little
support from relatives/extended family and were dependent on the charity of strangers
or organisations such as CBR. Relationships with the community were important for
families’ practical survival, but also for their sense of belonging and connection within
the community.

Families described contrasting experiences of people showing compassion and un-
derstanding for their situation versus discrimination and exclusion. Many of them were
grateful for support from others and actually invoked blessings sporadically during the
interviews. Several participants explained how they were better off in an urban environ-
ment such as Gondar, because people were generous and willing to support them. Support
came from both friends and strangers. Some people supported families of children with
disabilities by giving them money or food (especially on holy days) or providing emotional
support through encouragement or respite. Spirituality also infused relationships with
others, as one mother described how she was taking her daughter with a disability to a
place with holy water (Tsebel): “Once we were on our way to the Tsebel place and this
woman told me to not hate my child whatever situation I go through and I said, ‘How
could I hate her when I am the one who brought her to this world’. And she said ‘Your
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child is God’s guest. He didn’t give her to you because you have sinned more than other
people, but to test you with his creation’. And I was happy to hear her words and took a
lesson to endure whatever challenges come my way” (P18).

Unfortunately, discrimination and stigma from others (both family and the commu-
nity) were also a common experience. Stigma was often associated with spiritual beliefs
around the cause of disability (i.e., sin, curse from God) and mothers were particularly
blamed. The stigma surrounding disability meant that many people hide their children
with disabilities. However, one mother described her relief on receiving support from the
CBR program and realising that there are others in a similar situation: “I would be happy
if people come out instead of hiding their children with a disability. At first, I thought
I was the only one who has a child with a disability. But now I learn there are a lot of
people hiding their child with a disability. They need to bring them out so that they can get
the support they need. I realised I wasn’t the only one who has a child with a disability
when I came to CBR” (P18). Several families described their social isolation both because
of discrimination, but also because of the burden of caring for a child with a disability and
being restricted in their ability to go out and interact with others. In contrast, one mother
described how, instead of retreating socially, her family used discriminatory experiences to
teach their son: “whenever he is outside playing with other kids and they do something
bad, they mostly blame it on him knowing that he couldn’t speak up. So, when we receive
complaints from the neighbours about him, we sit him down and tell him what is good
and bad and how he should do or not do certain things” (P15).

Participants also described their lives in comparison to others and how they wanted to
be like ‘everyone else’. Caregivers wanted to work like others and hoped their children with
disabilities would be able to function independently, and access education and employment,
like children without disabilities. They experienced disappointment and sadness when
their child with a disability was unable to participate with other children or was treated
differently. Parents also described feeling inadequate when their children would compare
their family with other better-off families and want what they have. In contrast, one mother
expressed gratitude when comparing herself to others who were worse off: “There are a
lot of people with many problems in every household. When I see such people, I thank
God for making mine easier” (P20).

3.3. “It’s Good to Stand by Yourself”—Wanting to Be Self-Sufficient

Although participants unquestionably appreciated support from others, there was
a strong sense that families valued being able to provide for themselves and wanted to
improve their family’s life through their efforts, particularly through work and education.
This ethic seemed to generalise to families’ whole lives, although having a child with a
disability added other dimensions and challenges to being self-sufficient. It was interesting
to note that families did not want to have to ask for help explicitly, as this was associated
with shame, whereas discretion was seen as a strength: “When our family struggles, we
just keep that at home. We don’t appear to be struggling for other people. We will not
talk about our problem to someone outside of our household, for I will think that I can
work and make money as long as we are healthy. I will just think that I have even when I
don’t” (P10).

Every participant mentioned employment as crucial for families to be self-sufficient
and provide for themselves, and hence necessary for FQOL. The opportunity to work,
regardless of the type, was seen as a source of independence, pride, and hope and a means
for families to overcome challenges and rise out of poverty. However, many of them, par-
ticularly mothers, spoke of their inability or restrictions to work because of caring for their
child with a disability. For those without a working husband or family member to support
them, they resorted to begging and relying on support from strangers or organisations
(such as CBR). However, they acknowledged that this is unsustainable, and they would
prefer to work themselves and provide for their families through a reliable income. “I
want to work and not expect from others. It’s a bit difficult for me not because I can’t
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work, but only because of my son’s problem.” (P4). A couple of participants also men-
tioned how COVID-19 had resulted in lost employment for themselves or another family
member. Some participants had employment but still lamented that it was insufficient
or barely covered basic necessities (i.e., particularly if they were daily labourers with no
regular income) and several suggested that running their own business would be more
profitable and sustainable. However, they recognised that starting a business requires
initial capital so this was the kind of sustainable support they would prefer rather than
just ongoing ‘handouts’. Some participants acknowledged the benefits of saving to prepare
for a better future and facilitate change; however, this was a luxury once basic needs were
met. Having income to buy land or build their own house was seen as important for
a ‘good’ and stable life for their family as many were struggling with rent or living in
government-subsidised housing.

Families spoke about how each family member should contribute, particularly by
working, but in whatever capacity they can: “If we can work in collaboration, in respect, in
understanding” (P1). Participants also hoped that their children (including their children
with disabilities) would eventually be able to secure employment. In some circumstances,
grown-up children were already working to support the family, even having dropped out
of school to be able to financially contribute. Participants mentioned that physical health
was more important than material wellbeing because as long as they were healthy and
able, they could work and therefore provide for their family’s material needs: “Physical
wellbeing is very important. Because when you are healthy, you can work and get money.
But if you are not healthy, no one will have you work for them and you won’t have
money.” (P8).

Similarly, education was frequently mentioned by participants as a means of improv-
ing life, not just for the individual child but for the whole family. Caregivers affirmed
that education was important for all of their children, including children with disabilities,
but many were unable to send their children to school because they could not afford it
or because they were unable to provide the support to their child that schools demanded.
Only a quarter of school-aged children were in school, and these included only children
with physical disabilities or deaf, none with intellectual or multiple disabilities. Education
was seen as an investment in that it increased their children’s employment prospects and,
hence, ability to contribute and provide for the family, but it was also valued in and of
itself for improving their child’s mental health, as a source of enjoyment, and for teaching
morals and discipline. Parents hoped that their children could continue their education:
“For the future, if the children learn, I have hope. [ . . . ] I tell them to learn so that they will
become someone” (P3).

It was striking to note how, in the midst of sometimes-desperate need, participants
described that in order to have a ‘good’ life as a family, they needed basic necessities (e.g.,
food, shelter, clothing), and ‘extras’ were good so that they could give their children special
food or treats; however, many of them clearly stated that they did not want excessive
wealth, rather they wanted enough to be able to share and give to others: “I would be
happy if I could have enough but not a lot.” (P4).

3.4. “Being a Parent Is a Big Responsibility and a Difficult One”—Challenges Raising Children
with Disabilities

Hearing the stories of families of children with disabilities in Gondar clearly high-
lighted the immense daily burdens that many face because of poverty as well as the
additional challenges of raising a child with a disability. Although some families were
more financially stable, all of the participants described difficulty in providing for their
family and some were barely scraping by, depending on the kindness of others. Caregivers
expressed sorrow that they could not provide adequately for their children: “A child raised
with every need fulfilled is not the same as a child whose needs aren’t met. On top of it,
if the child is with a disability, it makes things worse” (P18). Rising costs of living put
additional strains on families who could barely afford the basic necessities.
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All of the participants described the additional challenges of raising a child with
a disability that were exacerbated by poverty. Caregivers frequently mentioned how
they were unable to work or were limited in their ability to do daily tasks and socialise
because of the constant attention required for the child with a disability: “Raising a child
with disability is really difficult [ . . . ] How can I work when it takes me 3 hours to
feed him?” (P7). Physical health was also affected because many caregivers had to carry
their child on their backs due to children’s limited mobility, lack of mobility equipment,
or inaccessible/unaffordable public transport. Caring became increasingly difficult as
caregivers aged, particularly for grandmothers responsible for children. Children with
disabilities needed medical treatment which added both financial and time/energy costs.
Participants compared the difference between raising children with and without disabilities
and one mother lamented that her life was snatched away because of the burdens of raising
her child with a disability. For some families, the struggles of life seemed too great to bear:
“There is nothing good about my life. My life is messed up. I can’t commit suicide for I fear
heaven’s door being closed on me. And, I don’t have a comfortable life to live. When I find
one thing, I miss another. Nothing ever gets fulfilled. I am hurt and I hate living.” (P17).
Others continued to persevere and hope despite their challenges.

Families of children with behavioural challenges had significantly more difficulties
raising their children and participating in their communities, negatively affecting FQOL: “I
couldn’t have worked. Because my son’s behaviour is difficult. He yells and hits people.
He can’t get along with the kids. There were many occasions where he hit kids and I
was asked to cover for their treatment” (P13). Caregivers described how children with
disabilities were more demanding, crying excessively or lashing out because they had
limited ways to communicate. These behaviours restricted families’ socialisation and many
caregivers were reluctant to leave their children under the care of others, allowing minimal
respite. Some were concerned for the safety of their children if they left them with others,
even resorting to locking them at home alone: “The biggest problem for me is I lock her at
home when I go to work. I would just leave the key at the neighbour’s in case something
happens. I can’t leave her at home without locking the doors. I am worried someone would
do harm to her. I don’t want boys to be around her when I am not around; they might
hurt her [sexually]. I wish she was a boy, the risk would be less” (P18). Families were also
concerned about inaccessible physical environments that hindered their children’s ability
to safely participate.

Despite the challenges of raising children, and children with disabilities particularly,
one mother acknowledged: “But the love they have for me is priceless” (P19). Caregivers
took their parenting responsibilities seriously, highlighting the importance of providing
basic necessities for their children as well as love and care, even if they had to sacrifice: “Till
the day I die, eating what we have together, I will raise them like a hen raises her chicks”
(P2). Participants spoke about their role in raising responsible, independent children who
can positively contribute to the community. As evidenced by most of the participants
being mothers (or female caregivers), females took the brunt of parenting responsibilities.
Some were also responsible for caring for ill husbands or other family members. However,
having support from others, and particularly a supportive husband, was seen as necessary
for successfully raising children.

3.5. “When I Get the Support, My Family Will Live a Better Life”—The Role of Support for FQOL

Even though families wanted to be self-sufficient and able to provide for themselves,
many participants highlighted their need for material resources to be able to meet their
family’s basic needs and have a ‘good’ life: “To me, support means money, things, clothes
and in general doing good deeds. For example, if you feed me when I am starving, give
me something to drink when I am thirsty, that means you have supported me. When you
clothe me too” (P6). As mentioned previously, some families relied on others for their
basic needs because they were unable to work and maintain a regular income (e.g., the
three grandmothers). One mother expressed her hope for free education because she was
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currently unable to send her daughter with a disability to school: “If I had money, I would
be able to spend it on my daughter so that she can attend her education. I always feel bad
for not doing this to her because I didn’t have money. [ . . . ] but if I get support for her
with her education that would contribute a lot to the family. That would be the biggest
support for me” (P16). Sometimes religious institutions (e.g., church, mosque) provided
support, particularly during holy days or special seasons. The CBR program was a major
source of material support for families, providing food, clothing, money, and soap. Several
participants mentioned receiving extra money or food because of COVID-19 and they were
grateful for this, but they recognised it as only temporary. Some families benefited from
respite support from their neighbours, but more often than not, they struggled to manage
their responsibilities whilst caring for their child with a disability.

Families reported receiving minimal support from health services apart from basic
hospital treatment and some physiotherapy from the CBR program, although one partici-
pant mentioned that COVID-19 had disrupted CBR home visits. However, despite initially
claiming no support, most participants had some interaction with support providers, cur-
rently or in the past. Although participants recognised the benefits of medical treatment,
they were often unable to afford it. Children with disabilities also needed equipment
(e.g., wheelchairs, hearing aids), but parents shared how even if they were given equip-
ment, it was often broken or inappropriate. Some families were disillusioned with medical
treatments and resorted to traditional methods instead, but even these options left them
disappointed: “I brought him to Gondar hospital when the fever got worse. However, they
[the doctors] didn’t know what it was. Then, I tried traditional medicine when the hospital
treatment didn’t show any improvements. The traditional medicine wouldn’t give him
relief as well. After that I was given some trainings to be able to help him with mobility”
(P12). Overall, families had positive interactions with CBR workers and were grateful for
the material, physical, and emotional support that they received.

Finally, many participants spoke about the importance of emotional support, even
though they did not necessarily initially classify it as ‘support’. Emotional support came
from immediate family, relatives/community, and CBR, and it was described in terms of
providing “ideas” or being available to “listen”. Emotional support positively affected
FQOL by decreasing worries and stress, offering comfort, increasing confidence and self-
esteem, giving hope, and encouraging families despite their challenges. It was in direct
contrast to the stigma and discrimination that some families faced. Interestingly, emotional
support was also connected with self-sufficiency, as one father stated: “Support means
collaboration. Collaborate so that I can be motivated, I can grow and I can stand on my
own. It is something that could make my mind sane” (P9). Again, participants’ spiritual
faith was a crucial source of emotional support, and some religious institutions provided
emotional support as well as material support.

4. Discussion

This study explored how families of children with various disabilities in Gondar,
Ethiopia, conceptualised FQOL and how support contributed to FQOL. Spiritual beliefs
and values were core to FQOL for every family and were the lens through which families
made sense of their lives, including disability and life struggles. Spirituality also informed
relationships within the immediate family and with relatives and others in the community
which subsequently shaped FQOL. Families described their need for support to live a
‘satisfying’ life, but many also expressed their desire to be self-sufficient (as a family) and
not dependant on others long-term. In fact, they hoped to be able to provide for their
families and then have enough to help others. Our findings showed the pervasive burden
of poverty that exacerbated additional challenges that families experienced because they
had a child with a disability. Support from others, both formally and informally, helped
to counteract the burdens for some families, but participants expressed an overwhelming
need for more support.
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4.1. How Do Families Conceptualise FQOL?

When asked to imagine their family living the best possible life, many participants
appeared to have difficulty articulating this abstract concept of FQOL. This could have
resulted from a limitation in translation, but it also highlights the overall complexity
of FQOL. Many family members instead shared how they would feel “happy” if they
did have a ‘good’ life. However, less explicitly, participants did describe a ‘good’ or
‘satisfactory’ family life in terms of loving, peaceful, and caring relationships, where family
members contributed to the wellbeing of each other and shared the burden of various
challenges (particularly due to poverty). Conversely, research exploring folklore and
traditions of parenting and socialisation of children in Ethiopia’s Amhara region highlights
how parent-child attachment is traditionally discouraged, emotions are restrained and
discipline is authoritarian (particularly from fathers) as children’s behaviour reflects on
the parents [53]; however, children desire more love, care, respect and time from their
parents [54]. Loving, close-knit, respectful and accepting family relationships as well as
unity and solidarity within the family are affirmed in international literature as crucial
for FQOL [1,4,14,34,55–58]. Our participants also highlighted that harmonious and caring
relation-ships with others and participation in their community was important for FQOL.
In exploring hierarchical relationships in Orthodox Ethiopia, Malara and Boylston [59]
describe Ethiopians as having “a profoundly relational outlook on life” (p.53). However,
they describe both positive and negative aspects, where relationships can paradoxically
demonstrate love and care, as well as power and submission. As well as relational harmony,
in terms of FQOL, families wanted all of their children to have the same opportunities
as others and a better life than they themselves, especially related to education and the
prospect of future employment [4,26,54].

Similar to many other studies of families of children with disabilities in African
contexts, we found that spirituality and religion strongly contributed to FQOL for Ethiopian
families [14,28,34,60–63]. Spirituality encompasses broader, more personal beliefs values
and meaning, whilst religion refers to institutionally established practices, disciplines and
beliefs; however, for our participants, these were frequently intertwined and were both
important for FQOL. Ethiopia is a religious country with ancient Christian roots as well
as a significant Muslim minority, and religion permeates cultural identities and values
in general, but also in regard to attitudes towards disability [64–67]. Some participants
even seemed surprised to be asked about the influence of spirituality, assuming it to be a
foundational, taken-for-granted aspect of life. We noted some negative aspects of spiritual
beliefs where several participants described the stigma they experienced because people
assumed their child’s disability was caused by sin or a curse (particularly blaming the
mother); whilst stigma is experienced universally by families of children with disabilities,
these overt expressions of stigma appear more common in LMICs and perhaps connect
to stronger expressions of spirituality [62,68–72]. However, for our participants, the over-
arching effect of spirituality was positive. Families’ spiritual values helped them to accept
their children and was a major source of emotional support as well as religious institutions
providing some practical support (i.e., food). Spirituality affected relationships between
family members as well as with those outside of the family. Perhaps surprising for families
who were often extremely poor, some of our participants shared how they wanted to be
able to give back and help others because they understood the challenges of raising a
child with a disability. These altruistic values appear to be rooted in their spiritual values.
Other studies have demonstrated the universal link between altruism and wellbeing,
highlighting how helping others can give people a sense of meaning and purpose, broaden
their perspective from focusing on their own struggles, and strengthen social integration,
even if they themselves have limited resources [73–78]. Considering the foundational role
of spirituality to family life in Ethiopia, perhaps existing FQOL measures need adaptation
to better capture the significance of spirituality.
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4.2. Moderating Factors on Families’ Aspirations for Self-Sufficiency and FQOL
4.2.1. The Confining Demands of Basic Survival

Our findings indicated that many families still required basic support for survival
(i.e., food, shelter, clothing), particularly those who were incapable of maintaining em-
ployment. Although giving basic social assistance (i.e., money) to families in poverty
is controversial, Shepherd, Wadugodapitiya, and Evans [79] argue that social assistance
is crucial for those who are vulnerable and chronically poor, and rather than creating
dependency, it can in fact, promote saving, development, participation, and improve so-
cial networks as it “interrupts the intergenerational transmission of poverty” (p.1). Our
findings demonstrated that families did indeed want to provide for themselves; however,
they needed the initial capital to start a business or to buy educational resources for their
children to attend school. Poverty has complex structural causes, therefore families of
children with disabilities in Ethiopia cannot be responsible for overcoming poverty by their
hard work alone [79]. Ethiopia has a productive safety net program to support chronically
poor households and whilst this has been shown to improve household well-being [80],
there may be other negative effects on families (e.g., reduced education of children if they
are expected to contribute to labour) [81]. Additionally, Carruth and Freeman [82] warn
that food-for-work aid programs in Ethiopia are exploitative and do not alleviate poverty
or improve economic development because people are expected to work for inadequate rec-
ompense. Endris and colleagues [83] describe how social capital is an important influence
on the provision of social assistance in Ethiopia – those with more social capital (i.e., larger
networks and diverse relationships) receive more support because resources are often
shared. This highlights the increased vulnerability of families who are stigmatised and
excluded from typical social structures/networks. Perhaps targeting trustworthy support
groups, rather than individual families, can better identify families who are genuinely
vulnerable, minimise corruption, and more efficiently disperse resources [83]. With the
complex, yet pervasive link between poverty and disability, disability-specific issues also
need to be considered in development policies and programs [63,84].

4.2.2. Employment

As our findings demonstrated, employment and the opportunity to earn an income
was important for families of children with disabilities and participants reported that
employment affects FQOL. As well as financial benefits, work can give parents of children
with disabilities a sense of purpose and identity outside of their caregiver role as well
as respite from their home responsibilities [85,86]. However, across the world, having
a child with a disability can often restrict caregivers’ ability to find and maintain work
because of the additional burden of care, particularly for mothers [68,71,85,87–91]. In a
literature review exploring work family balance for parents of children with disabilities,
Brown and Clark [92] found that single mothers with more and younger children with
increased behavioural challenges and unreliable childcare had lower employment rates
and poorer work family balance. In a patriarchal society such as Ethiopia [93,94], families
with unsupportive husbands/fathers may have less opportunities for employment and
securing income, as well as other negative effects on FQOL. Traditional views of women
can portray them as weak, dependent, and untrustworthy and they are discouraged
from leadership roles [53]. Very few of our participants had a stable source of income,
where many were daily labourers or involved in petty trade. This was reflected in the
low-income levels of all of our participants, where many did not even know what their
monthly income was. Nonetheless, like other caregivers of children with disabilities in
African contexts, our participants also demonstrated a strong desire to work and provide
for their families rather than rely on donations from others [28,84,95]. Most families
wanted to be self-sufficient and work hard to overcome their challenges. Perhaps this
value of independence (not individualism) and hard work ties to the cultural pride that
many Ethiopians hold due to their ancient culture and resistance to colonisation [96–98].
Families need support to engage in employment and earn an income. The literature
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describes various supportive factors that can facilitate employment for families of children
with disabilities, including improving workplace policies to provide autonomy, flexibility,
paid leave, supportive organisational cultures, and quality childcare [86,87,89,92]. In an
African context, Clark et al. [99] describe the benefits of subsidised childcare (though not
specifically for children with disabilities) to improve employment for poor urban mothers in
Kenya, which could also help to close the gender gap in employment. Safe, quality childcare
appears to be a critical need to support families of children with disabilities in African
contexts and improve FQOL [28,91,100,101]. The link between higher education levels
and improved employment outcomes [35,71,102,103] indicates that supporting parents to
improve their educational qualifications could also be beneficial and improve FQOL.

4.2.3. Education

Education for children with disabilities was highlighted as another significant means
for improving FQOL, with immediate and long-term benefits for both the child as well
as the whole family, such as inclusion, and future prospects of better employment and
self-sufficiency. Education can promote child development, skill acquisition, social inclu-
sion, positive self-perception, stigma reduction, and empower children with disabilities to
be more self-sufficient and contribute meaningfully to their community [26,104]. School
attendance for the child with a disability also provides respite to caregivers and gives
them opportunities to work [105,106]. Although Ethiopia is moving forward in improving
education for children with disabilities, and public primary schools are required to accept
all children unconditionally, in reality, this is not the case and very few children with
disabilities attend schools [107–109]. Most of our participants seemed unaware of their
child’s right to education or could not afford it and most of the children with disabili-
ties were not going to school. Low expectations of children’s abilities, overprotection, as
well as economic constraints can all create barriers for children with disabilities to partici-
pate [110]. Additionally, the explicit gender stereotypes in traditional Ethiopian culture
can undermine the value of educating girls [53]. Tonegawa [107] explored both teachers’
and parents’ perceptions of inclusive education in Addis Ababa; they found that whilst
teachers were positive about the philosophy and importance of inclusive education, they
had limited resources, skills, time and support to implement it effectively. In contrast, most
parents were not even aware of inclusive education and although they were grateful if
their child was accepted into school and they noted benefits on their child’s social and
communication skills, they also described a lack of understanding, support and expertise
for their children with disabilities. Perhaps, instead of a ‘one track’ approach that focuses
exclusively on inclusive education, schools in Ethiopia could consider complementary
approaches, including disability awareness raising, teacher training, and provision of
human and material resources for special schools, special needs education, and inclusive
education [104,108,109].

4.3. How Does Support Contribute to FQOL?

Even families with a stable income expressed a need for more support and that having
a child with a disability exacerbated existing needs. Similar to other studies of families
of children with disabilities in African contexts [28,62], our families primarily identified
material/instrumental needs such as money, educational resources, transport, and respite.
Some families mentioned the need for more emotional support (i.e., someone to talk to,
understanding from others) and those with stronger social networks clearly had better
FQOL, affirming the link found in other African studies between emotional/social support,
particularly from family, and FQOL [35,56,111–113]. Physical support (i.e., health services,
medications) was also needed and most participants were dissatisfied with disability-
related services similar to families across the world [4,14]. Very few participants directly
spoke about the need for more information; however, inadvertently, their lack of awareness
on their child’s specific disability and what supports were available or their rights to
education demonstrated a need for more informational support. To contribute positively
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to FQOL, families need support that is family-centred and strengths-based, focusing on
family assets, autonomy, and empowerment, with respectful, reciprocal partnerships
between families and providers [4,55,114–121]. In a recent scoping review, Kokorelias
and colleagues [122] identify key universal aspects for family-centred support, including
collaboration between families and providers, considering the family’s context, ensuring
flexible policies and procedures, and providing education to individuals, families and
support providers.

4.3.1. Peer-Support Groups

Families would benefit from peer-support groups, as one of our mothers shared
how important it was for her to realise that she was not alone and that there are other
children with disabilities and families experiencing similar challenges. Several participants
spoke about the importance of bringing disability into the light and raising awareness and
acceptance in the community, even by just having their children with disabilities more
visibly present. Peer-support groups can provide material and informational support, as
well as emotional support, promoting inclusion and belonging, and helping families of
children with disabilities to cope better with challenges and thrive [4,28,62,84,90,123–126].
Peer-support groups can also be a means of empowering women through facilitating
income-generating activities and social support [123] as well as a platform for parent skills
training [127].

4.3.2. Community-Based Rehabilitation

Community-Based Rehabilitation (CBR) is a strategy, initially developed by the World
Health Organisation, to promote the rights of people with disabilities through equal access
to support, empowerment and poverty reduction, particularly in LMICs [128]. Strengthen-
ing local CBR programs could benefit the appropriate distribution of resources to families of
children with disabilities. CBR can be an important means for providing holistic support to
families, including practical material support (e.g., food, money), rehabilitation (e.g., ther-
apy, mobility aids), emotional support, information, and raising community awareness
around disability [28,112,129–134]. All of our families were connected to the CBR project
in Gondar, and many described how CBR had distributed money and hygiene supplies
during COVID-19. The provision of appropriate equipment through CBR programs would
benefit families as many participants spoke about having to carry their children, with
serious consequences on parents’ health [105,135,136]. In terms of supporting emotional
wellbeing, CBR could be involved in counselling, as many of our families spoke about the
benefits of talking with others and sharing their burdens [84,137,138].

4.4. Limitations

We sought to comprehensively explore the perceptions of FQOL and support from
family members of children with disabilities in Gondar, Ethiopia; however, there are
some limitations that need to be considered when interpreting our results. Although we
purposefully sampled to obtain a broad range of family members and disability types,
our participants were still primarily mothers. Mothers are usually the primary caregivers
of children with disabilities in Ethiopia and often have the most insight into family life,
thus they are an important voice to be heard. Additionally, most Ethiopian children with
disabilities do not have a formal medical diagnosis so we relied on the CBR program’s
records to obtain a representation of different types of disability, different age levels,
and a balance of male/female children. Families were recruited through contacts with
the UoG CBR program, therefore were not necessarily representative of all families of
children with disabilities in Ethiopia. Although some had very minimal support, families
still had a connection with CBR, which may have influenced their perceptions of FQOL.
In congruence with the exploratory nature of the current study, we chose to focus on
experiences of families whose children represent a diverse range of disabilities. This may
have influenced the depth of understanding of issues related to specific disabilities and
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FQOL. Further research is needed to explore FQOL for families of children with specific
types of disabilities in an Ethiopian context.

Cross-cultural research has inherent limitations. Although we followed the advice
of local Ethiopian colleagues for recruitment and data collection, language differences
sometimes created a barrier. Analysing in the original language is preferable [43,45,139];
however, the primary researcher was unable to understand Amharic, hence was dependent
on translations of transcripts into English to understand the findings. The research was
slowed down by occasional miscommunications and waiting for each interview to be
transcribed in Amharic and then translated into English. We experienced some discrepan-
cies between the audio-recordings and transcriptions, hence another bilingual Ethiopian
colleague, not connected to the research, listened to the interview audios independently
and revised the English translations accordingly. Translation always introduces possible
meaning loss; however, we attempted to accurately represent the voices of our partic-
ipants through these additional checks. One of the authors, SD, is a local in Gondar,
hence he provided invaluable information, advice, and assistance throughout the research.
We also experienced difficulties where two initial interviews were not captured on the
audio-recorder due to technical failures.

In addition, COVID-19 created challenges and some limitations to the research. The
primary researcher had initially planned to spend extended time in the field in Gondar to
better understand the context, but this was cut short due to the pandemic. Travel became
more difficult for people within Gondar, and although we provided reimbursement for
transport, some people may have been reluctant to travel for an interview during the
uncertain times. We had to ensure COVID-19 protocols were followed, including providing
masks, hand sanitiser, and ensuring social distancing during the interviews, which may
have affected the quality of interviews and building rapport.

5. Conclusions

Families of children with disabilities in Ethiopia described FQOL in terms of rela-
tionships within the family and with others in the community where spiritual beliefs and
values were foundational to their worldview. Having a child with a disability added
significant challenges for families in terms of additional costs and care burden and limit-
ing opportunities for education, employment, and social participation. These challenges
were compounded by pervasive poverty. Although families wanted to work hard to be
self-sufficient and provide for themselves, they recognised their need for support and
highlighted the current lack of support. Culturally appropriate, family-centred support
that considers families’ basic needs as well as employment, education, and social support
would help families of children with disabilities to enhance FQOL.
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