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Abstract 

Background Caregivers of children with developmental disabilities (DDs) in Ethiopia experience stigma and exclu-
sion. Due to limited existing services and substantial barriers to accessing care, they often lack support. Caregiver 
empowerment could help address injustices that hinder their capacity to support their child as they would like. 
The aim of this study was to explore the meaning and potential role of empowerment for caregivers raising a child 
with a DD and how empowerment was situated in relation to other priorities in service development.

Methods This was a qualitative phenomenological study. Semi-structured interviews were conducted in Amharic 
and English with caregivers of children with a DD (n = 15), clinicians (n = 11), community-based health extension 
workers (n = 5), representatives of non-governmental organisations working with families with DDs (n = 17), and repre-
sentatives of local authorities in health, education, and social care (n = 15). Data were analysed thematically.

Results Three main themes were developed: “Barriers to exercising caregivers’ agency”; “Whose decision is it to ini-
tiate empowerment?”; and “Supporting caregivers through support groups”. Caregiver capacity to do what they 
thought was best for their child was undermined by poverty, a sense of hopelessness, experience of domestic abuse 
and multiple burdens experienced by those who were single mothers. Caregivers were nonetheless active in seek-
ing to bring about change for their children. Caregivers and professionals considered support groups to be instru-
mental in facilitating empowerment. Participants reflected that caregiver-focused interventions could contribute 
to increasing caregivers’ capacity to exercise their agency. A tension existed between a focus on individualistic notions 
of empowerment from some professionals compared to a focus on recognising expertise by experience identified 
as vital by caregivers. Power dynamics in the context of external funding of empowerment programmes could para-
doxically disempower.

Conclusion Caregivers of children with DDs in Ethiopia are disempowered through poverty, stigma, and poor access 
to information and resources. Shifting power to caregivers and increasing their access to opportunities should be 
done on their own terms and in response to their prioritised needs.
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Background
Caregivers raising children with developmental dis-
abilities (DDs) face various barriers when supporting 
their child’s optimal development [1, 2]. There is robust 
evidence from across the globe suggesting that caregiv-
ers frequently feel distressed [3, 4], and report a lack of 
control over their child’s support [5–8]. Evidence indi-
cates that this stress is often a result of lacking treatment 
options and support; and can be increased in a com-
munity where awareness about DDs is low [9]. Caregiv-
ers may also go through a process of grieving, especially 
just after receiving the diagnosis [3, 4]. They often worry 
about the future of their child, particularly in relation 
to their education, personal development, and future 
employability [10, 11]. Another key challenge that car-
egivers face across contexts is stigma [12–14]. Caregivers 
are often be exposed to structural stigma due to the lack 
of organisational and policy support for children with 
DDs [15], leading to feelings of disempowerment and 
marginalisation [16].

In Ethiopia, caregivers of children with DDs regularly 
face stigma and a lack of understanding from their fam-
ily and community [17, 18]. Ethiopia has a shortage of 
support services and professionals for children with DDs 
[19, 20]. The services that do exist are centralised in the 
capital city of Addis Ababa and are unavailable to most 
caregivers [20, 21]. Initiatives are underway in Ethiopia to 
improve services and the quality of life of families rais-
ing children with DDs [22]. The Ethiopian government 
has endorsed the scale-up of the World Health Organi-
zation (WHO) Mental Health Gap Action Programme 
[23]. A key component of this package is the WHO Car-
egiver Skills Training (CST) intervention [24]. The CST 
is a low-intensity programme for caregivers of children 
between two and nine years of age with DDs or with 
developmental delays which may not (yet) have received 
a formal diagnosis [25]. The CST consists of nine sessions 
delivered to groups of caregivers and three home visits, 
and is manualised by facilitator guides and participant 
booklets [25]. The CST has been adapted and assessed 
for feasibility and acceptability within Ethiopia [26]. Ethi-
opia’s most recent National Mental Health Strategy for 
2020–2025 explicitly includes developmental disabilities 
in its focus area and outlines the empowerment of indi-
viduals, families, and population as a key objective, to 
promote their mental health and protect against risk fac-
tors [27].The concept of empowerment entails address-
ing unequal access to opportunities through a shift in 
existing power structures [28–30]. Empowerment theo-
ries seek to understand what causes powerlessness, and 
how societal processes can change from top-down con-
trol to shared power [31]. There are different views about 
what outcomes empowerment is expected to achieve. 

In low- and middle-income country contexts, empow-
erment is often associated with poverty reduction and 
holding institutions accountable for public service [32]. 
Whereas in high-income country settings empowerment 
is more geared towards strengthening psychological skills 
and individual-focused empowerment [32]. Most authors 
agree that empowerment involves increasing the control, 
agency, and decision-making capacity of an individual, 
group, or organisation [33–35]. Existing work often dif-
ferentiates between psychological, economic, and com-
munity empowerment [30, 36–38].

In the context of supporting young children with 
DDs, caregiver empowerment is proposed to address 
injustices that hinder caregivers’ capacity to support 
their child [39]. The United Nations’ Convention on the 
Rights of Persons with Disabilities created a legal basis 
to empowerment [40] and served as the precursor to 
interventions combining empowerment with the goal 
of improving health outcomes for persons with disabili-
ties [41].

Caregiver empowerment could lead to various ben-
eficial outcomes, although existing evidence originates 
mostly from high-income contexts. For example, empow-
erment is associated with increased self-efficacy [42] and 
improved mental health for caregivers, and it may lead to 
reduced problem behaviours of children with DDs [43]. 
Caregiver empowerment is also associated with higher 
service usage, and awareness of existing social sup-
port [44]. Empowerment can help caregivers claim their 
rights, and demand accountability for accessible pub-
lic services, public policies supporting those with low 
financial resources, and participation to express their 
views [45]. There are some studies from low- and middle-
income African country settings finding that caregiver 
empowerment can be a useful concept locally [39, 46, 
47], including previous work in Ethiopia [48, 49]. Despite 
the proposed benefits of empowerment, some authors 
point to potential problems with the concept of car-
egiver empowerment [50–52]. Programmes intended to 
empower can actually be disempowering: for example, a 
programme seeking to empower women in Ethiopia was 
critiqued as putting women in an even more disadvan-
taged position by offering them volunteer work instead of 
a paid job [53]. In Ethiopia, the potential role of empow-
erment in developing services for caregivers of children 
with DDs is not well studied. A clear understanding of 
empowerment across stakeholder groups involved in 
supporting families would help to ensure contextual fit 
and situate empowerment within the development of 
more people-centred services. While the literature fea-
tures a range of definitions for empowerment, in this 
study we used the following working definition to car-
egiver empowerment:
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Empowerment entails a shift in who has control and 
agency over supporting a family, and specifically a child 
with a DD. Shifting power towards caregivers means 
taking a people-centred and rights-based approach in 
service development. It implies that it is ultimately car-
egivers whose voices, needs, and priorities that should 
drive policy, and intervention development.

Aims
The aim of this study was to explore the meaning and 
potential role of empowerment for caregivers raising 
a child with a DD and how empowerment was situated 
in relation to other priorities in service development. 
Within the broader class of DDs, we focused on chil-
dren with cognitive, social or communication delays due 
to the higher stigma and challenges faced by these chil-
dren and their families [54]. The research questions were 
informed by existing literature on power in global men-
tal health [55], empowerment theories [56], and research 
on caregiver-mediated interventions [57]. The following 
research questions were studied:

• What are the perceptions of caregiver empowerment 
among those raising children with DDs, and those 
involved in supporting families of children with DDs?

• What are the structural barriers to social inclusion 
and accessing resources, information and support ser-
vices? How can such barriers be overcome?

Methods
This was a phenomenological, qualitative study [58, 59]. 
When reporting results, we share the perspectives of all 
informant groups interviewed. We take a people-centred 
view on empowerment and portray caregivers’ views at 
the centre, comparing the views of other participant 
groups against them.

The study setting: Ethiopia
With a population of around 115 million people in 
2020, Ethiopia is the second most populous country on 
the African continent [60]. Despite a decline in multi-
dimensional poverty in recent years [61], Ethiopia still 
has one of the highest levels of economic poverty in 
the world [62]. Ethiopia only spends around 1.4% of its 
Gross Domestic Product on health care [63], amounting 
to $26.74 per capita in 2019 [60]. Ethiopians can access 
public health facilities if they pay into the community-
based health insurance system, with fees based on their 
ability to pay [64]. The poorest families in an administra-
tive unit can theoretically access an exemption certificate 
[20]. Despite the government’s effort to match healthcare 
costs with users’ economic capabilities, out of pocket 
expenditure remains a huge barrier to accessing services 

[65]. There are no welfare payments for people affected 
by disability or chronic illness [64]. Ethiopia is a signatory 
to the United Nations’ Convention on the Rights of Per-
sons with Disabilities [40], however, there is no national 
legislation on protecting the rights of persons with dis-
abilities [66]. There are three types of school settings in 
Ethiopia that offer education to children with disabilities: 
these include special schools (day schools and boarding 
schools), special units in regular schools and inclusive 
regular classes [67].

Participants
Recruitment
Participant recruitment took place in three locations: 
Addis Ababa, the capital city; Bahir Dar, the capital of 
the Amhara region; and Butajira town in the Gurage 
zone, about 134 km south of Addis Ababa. We included 
a variety of locations to explore perspectives across 
rural and urban settings, to grasp some of the regional 
differences in Ethiopia, and allow for better transfer-
ability of results [68].

Members of the following groups were invited to par-
ticipate: 1) caregivers of children with a DD; 2) commu-
nity-based health extension workers; 3) representatives of 
non-governmental organisations (NGOs) working with 
families and children with DDs; and 4) representatives of 
local health, education, and social care authorities.

Our sampling strategy was based on gatekeepers for 
each stakeholder group [46]. Gatekeepers were identified 
based on previous research partnerships and collabora-
tions with the research team [1, 20, 69, 70]. Their role was 
to circulate the call for participation to members of their 
organisations. We used a snowballing method to reach 
further participants [71]. Of potential participants con-
tacted, three did not express an interest to participate.

We recruited clinicians and caregivers in three public 
hospitals in Addis Ababa: Yekatit 12, St Paul and Black 
Lion Hospitals. Second, caregivers and community-based 
health extension workers from Butajira were recruited 
from the participant pool of a previous study on adapting 
and pre-testing the WHO CST in Ethiopia [26]. Third, 
study investigators made contact with gatekeepers from 
NGOs, schools, government ministries, and international 
organisations working with families with DDs. We also 
recruited participants directly from these organisations 
in Addis Ababa and Bahir Dar.

Participant demographics
A total of 63 semi-structured interviews were conducted 
in Amharic (n = 19) and English (n = 44) between January 
and March 2020 (see Table  1). Data collection stopped 
at the point at which no new information occurred (data 
saturation) [72]. Caregivers could participate without a 
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formal diagnosis for their child. We made this decision 
based on the inclusion criteria set in existing work, such 
as in the WHO CST [26]. This practice is informed by 
the fact that diagnostic services are unavailable to most 
caregivers in Ethiopia [1, 17]. Overall, twelve caregivers 
had participated in the WHO CST or a caregiver sup-
port group, two were on the waiting list to be offered 
these services, and one had access to private services. All 
caregivers who expressed interest in participation were 
female. The average age of caregivers was 35.4 years. They 
had on average two children and there was an average of 
six people living in the household. Professional partici-
pants had on average five years of work experience.

Study procedures
We developed the interview guides for semi structured 
interviews with each participant group, informed by pre-
vious work on caregiver experiences in Ethiopia [20, 69] 
and in discussion with the research team. The interview 
guides for all participants covered the following topics: 
met and unmet needs of caregivers; caregiver empower-
ment; experiences with caregiver interventions; experi-
ences with different stakeholder groups offering support 
for children with DDs.

The phrasing of questions differed across stakeholder 
groups. For caregivers, we aimed to avoid using technical 
or potentially stigmatising terms. For example, instead of 
‘developmental disabilities’ (the Amharic translation of 
which has a derogatory connotation) we used the phrase 
‘slowly developing children’, as advised by caregiver input 
into previous studies in Ethiopia. We thought that using 
the very term ‘empowerment’ might be unfamiliar for 
caregivers. Hence, we operationalised empowerment in 
questions such as:

– Is there someone else you wish you could talk to about 
your concerns? Would they be able to help? If so, in 
what way?

– Can you tell me about things that you find important 
to provide your child or family with? Is there some-
thing you would like to be able to provide but you can-
not at the moment? If so, can you tell me more about 
this?

– Who do you think should know more about chil-
dren developing slowly? Can you give examples of an 
organisation or a person?

In case of professional participants, the interview 
guides included questions about their beliefs and experi-
ences with empowerment. In their topic guide we used 
technical terms such as empowerment.

The guides were developed iteratively after each inter-
view in discussion within the research team. For example, 
we added a question about experiences with inclusion 
and one about perspectives on inclusive education, 
because many participants raised that education was a 
means to support families with children with DDs. We 
also iteratively added the topic of perspectives on the 
international presence in Ethiopia’s service development 
scene. The full interview guides can be found in Addi-
tional file 1.

All interviews lasted for up to an hour. English-lan-
guage interviews were conducted by the first author 
(ZS), a female PhD Candidate in Psychology at the time 
of data collection. Prior to data collection, ZS spent two 
months in Ethiopia to get to know the setting and poten-
tial participants. Interviews in Amharic were conducted 
by Ikram Ahmed (IA), a female Ethiopian clinical psy-
chologist. Both interviewers had had previous experi-
ence with qualitative research. Prior to the interview, the 
researchers explained that the study took place as part of 
ZS’s PhD programme. Interviews took place at the con-
venience of participants, in person in their office in case 
of professionals, or their home in case of caregivers. In 
case of some of the caregivers, their children were also 
in the room during the interview. Interviews were audio 

Table 1 Participant numbers per stakeholder group and location

Addis Ababa Butajira Bahir Dar

Clinicians (psychiatrists, psychologists, nurses) 11

Community-based health extension workers 5

Non-governmental organisations/funding or technical support 7 3

Non-governmental organisations/service provider 3 4

School leaders 4

Special education teachers 3

Caregivers 10 5

International organisation representatives 5

Government representatives 3



Page 5 of 14Szlamka et al. BMC Health Services Research         (2023) 23:1420  

recorded. If participants did not feel comfortable with 
recording, the interviewer took notes during the inter-
view – this happened in the case of one interview.

An audio recorder was used to record conversations. 
Recordings were stored on an encrypted computer. Any 
personally identifiable data were stored in a password-
protected file that only ZS had access to. Once data analy-
sis was completed, audio records were deleted. Following 
data collection, all interviews were transcribed and those 
in Amharic were translated to English by a local team of 
translators. Translators had previously contributed to 
global mental health-related research.

Analysis
Data were analysed inductively, using reflexive thematic 
analysis. Transcripts were imported to and analysed in 
the qualitative data management software NVivo 12 [73]. 
We chose thematic analysis to allow for the exploration 
of the concept of empowerment. First, five randomly 
selected interviews were coded inductively by ZS and IA. 
Following the development of an initial codebook, data 
were analysed iteratively and in discussion within the 
research team (comprising Ethiopian and international 
authors). This practice allowed for investigator triangu-
lation (confirming findings across researchers) [74] and 
minimised the risk of misinterpretation given the lack of 
sufficient contextual knowledge in case of authors such as 
ZS, who is not from Ethiopia. Following theme develop-
ment from initial codes, we also undertook deviant case 
analysis (identifying outlier perspectives in the study) 
to enhance the rigour of the study [75]. The final code-
book is included in Additional file  2. In our reporting, 
we followed the COREQ guidelines (the full checklist is 
attached in Additional file 5) [76].

Positionality
ZS designed this study from a position that an empower-
ment approach could be a beneficial way to support car-
egivers raising children with DDs in Ethiopia, based on 
existing literature [48, 49]. ZS being a White and Euro-
pean researcher is likely to have had an impact on what 
participants felt comfortable sharing (please see Addi-
tional file  3 for direct quotes on participant perspec-
tives on ZS’s research position). When IA conducted the 
interviews, some participants referred to her as some-
one directly involved in the research team adapting and 
implementing the WHO CST locally [26] and this might 
have influenced what caregivers felt comfortable shar-
ing. Co-authors previously contributed to research on 
the lived experience of caregivers of children with devel-
opmental disabilities in Ethiopia, highlighting the chal-
lenges faced by caregivers [1]. This background may have 
shaped our interpretations of the data.

Community and public involvement
This research builds on ongoing research on DDs in 
Ethiopia, which benefits from continuous input of a pro-
ject advisory committee. This committee comprises of a 
range of stakeholders, including caregivers, health and 
education professionals and representatives from gov-
ernment and non-governmental organisations. The com-
mittee advises the research team on research questions, 
methods, and measures. For this specific study, we con-
sulted clinicians from the hospitals where we recruited 
caregivers, who provided feedback on the interview 
guides and data collection methods. We received feed-
back on the research questions from Ethiopian potential 
participants of the Autism Advocacy Leadership meeting 
held in Addis Ababa in January 2020. Preliminary themes 
and subthemes of the analysis were shared in May 2022 
during the Project Advisory Committee meeting of 
SPARK, a project aiming to improve support for chil-
dren with DDs and their families in Ethiopia and Kenya. 
Lastly, a summary of the final themes and subthemes was 
shared online with participants proficient in the English 
language (most professional participants, but unfortu-
nately excluding all caregivers). Most participants agreed 
with the final interpretation of themes. One participant 
communicated that their organisation was going to 
focus more heavily on caregiver empowerment, partially 
inspired by the results of this work.

Results
We developed three main themes: “Barriers to exercising 
caregivers’agency”; “Whose responsibility is it to initiate 
empowerment?”; and “Supporting caregivers through 
support groups”. Themes and sub-themes are summa-
rised below in Table 2. All themes will be illustrated with 
quotes from participants, while the full list of relevant 
quotes are attached in Additional file 4.

Barriers to exercising caregivers’ agency
Caregivers emphasised that they wished to do everything 
within their capacity to support their children. However, 
socio-economic factors such as living in poverty, or rais-
ing their child as a single mother meant barriers to exer-
cising their agency – as covered in the two sub-themes 
below.

Caregivers in poverty
Most caregivers mentioned how their choices were con-
strained by financial struggles, which often made them 
feel distressed. They all found it difficult to make ends 
meet and struggled to find a balance between earning an 
income and finding the time and resources to support 
their child. For example, some caregivers mentioned that 
at times their hospital appointment fell on market day, 
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when they could sell goods and earn an income. Finan-
cial struggles impacted how caregivers felt they could 
support their child with a DD – illustrated in the quote 
below.

PCP1204, caregiver
“I might not take her [child with a DD] to the hos-
pital, she might not see her doctor at the appointed 
time, or she might interrupt her medication when I 
have financial problems. I become upset when this 
happens, and I sometimes say that I shouldn’t have 
given birth to her in the first place.”

Many caregivers said that an income, stable housing, 
and access to day care or schooling for their child would 
allow them to achieve their aspirations and create the 
living environment they wished for their family. Many 
professionals added that in their clinical or social care 
practice they saw how caregivers were desperately trying 
to find resources for their family. Some mentioned hav-
ing met families who wished to leave the child who they 
struggled to support at a hospital or NGO in the hope 
that the children would then access better resources.

Many women felt upset, stressed, and helpless because 
of the combined challenges of raising a child with a DD, 
undermining their sense of agency. Some mentioned that 
their physical health worsened because of the stress or 
because they prioritised taking care of their children. A 
few women expressed that they paid attention to their 
own physical and mental health predominantly so that 
they could then further support their child.

PCP1204, caregiver
“I take care of myself because I know that [my 
child with a DD] needs me. I know that I am more 
important to her than her father, her aunt, and her 
brother. Her mother is more important to her than 
other people. I should take care of myself to take care 
of her.”

When caregiving falls on a single mother
Single mother participants suggested that the challenges 
associated with single parenthood further impeded their 

ability to help their children. Many single mothers could 
not work while taking care of the child with a DD alone. 
Others carried their child to work. They shared that the 
often felt socially excluded and unable to share their chal-
lenges with others. Some mentioned that they lacked 
a support network as they did not have relatives living 
nearby. Others were afraid of the stigma in the commu-
nity relating to their status as both single mothers and 
caregivers raising a child with a DD, and hence preferred 
not to share their worries with others, illustrated by the 
quote below.

PCP0051, caregiver
“I deal with them [problems] by myself. If you share 
your problems with people, they will talk about it 
with other people. So, I don’t like sharing my secrets 
with other people. I keep them to myself. I don’t have 
any relatives. I talk to the priests about my concerns 
in my daily life because they are better than other 
people.”

Many professionals said that DDs were often viewed 
as a curse or punishment on the family for sins commit-
ted by the mother. Many mentioned supporting women 
whose partner had left because of the child with a DD, 
because the pregnancy was unplanned, or because fathers 
believed it was the mother’s fault that the child developed 
a DD. To illustrate the vicious cycle of challenges that sin-
gle mothers may experience, a clinician explained how 
the clinical assessment for DDs may also contribute to 
mothers being blamed for the child’s DD.

PCP114, clinician
“We ask parents, if the mother, if she was taking 
any medication, if she was drinking alcohol during 
pregnancy, it’s just like a formality. Right? It’s a sim-
ple question for us to ask. But we won’t notice that 
mothers will be taking this seriously…So for exam-
ple, you know, tella [local alcoholic drink] is very 
common. So, when we ask this kind of questions, so 
a mother would also think the one glass tella she 
had, and that can be also like a point of fight or dis-
cussion for parents…the husband will be blaming, 

Table 2 Themes and sub-themes

Theme Sub-theme

Barriers to exercising caregivers’ agency Caregivers in poverty

When caregiving falls on a single mother

Whose responsibility is it to initiative caregiver empowerment? Caregivers at the centre of empowerment

The role of professional stakeholders in caregiver empowerment

Local and international voices in service development

Supporting caregivers through support groups
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I was telling you not drink, not to drink that tella, 
you have been drinking it and so on. So, you know, 
unconsciously we have been also facilitating this, the 
blame shifting to mothers, even as professionals...”

Some of the single mothers were survivors of domestic 
violence. Some mentioned how they used to feel that they 
could not ask for help from the community, as speaking 
negatively about their husband would be discouraged. 
Others saw their husband’s abusive behaviour as the 
cause of their child’s DD. Some women decided to sepa-
rate from their husband to avoid abuse and improve their 
and their children’s life conditions. Professionals found 
that there was no infrastructure supporting survivors of 
violence and that women may not know when and where 
to ask for help. The quote below illustrates a caregiver’s 
empowerment journey from experiencing neglect and 
abuse by her partner to developing an independent life.

PCP1315, caregiver
“He [my ex-husband] ate and drank whatever he 
liked, and he didn’t care about us. He is a health 
worker, but he didn’t care about our health. It was 
very difficult to live with him. I couldn’t visit my 
family, and I was like a prisoner. We didn’t have any 
social life. The kid should be included in the com-
munity and go to school. We didn’t even have idir [a 
burial society helping to save money for funerals and 
offering social support]. How can I live if I don’t go 
out and mingle with people? It was very difficult to 
live with him… I don’t have any problem now. My 
life is not luxurious, but I am self-sufficient. Moreo-
ver, I had a salary raise recently. Above all, no one 
abuses me now. I spend as much money as I want 
for my children and myself, and I save the rest of the 
money for the future.”

A few NGO-based professionals highlighted that 
through supporting women caregivers with education 
and setting up their own business, they could become 
less reliant on the husband as a primary breadwinner.

PCP212, NGO representative
“…because you didn’t expect a female can be agrar-
ian or more productive in this regard, she is female 
and at the same time she’s disabled. So the commu-
nity was taking a lesson from her… She is woman, 
but she is productive. Why not?”

Whose responsibility is it to initiate empowerment?
Participants discussed who has the capacity to initi-
ate service development for caregivers and whether that 
stakeholder is actively engaged in meeting the needs of 
the beneficiaries. Many participants saw caregivers at 
the centre of change, as discussed in the first sub-theme. 

Participants also discussed the role of professional 
stakeholders in empowerment, discussed in the second 
sub-theme. Lastly, as covered in the third sub-theme, 
participants discussing the strong international presence 
in Ethiopia.

Caregivers at the centre of change
Most caregivers considered themselves to be the keys to 
developing the support system for their children. Some 
women explored advocacy as a tool to access support for 
their family and started taking a more active role in sup-
porting their children, for example by sharing about DDs 
in public. Some added that participating in a caregiver 
intervention facilitated taking this step.

PCP1003, caregiver
“These children [with DDs] didn’t become like that 
[develop the DD] willingly, and it happened to them 
by nature. We should teach people that it is not a 
curse [from God]. Like any human being, these chil-
dren should be treated equally with typical chil-
dren. We teach families to raise their awareness of 
the problem, and we work with aid organizations to 
solicit their help.”

Some caregivers discussed their plans to expand exist-
ing caregiver support groups. Others added that they 
were looking for other caregivers who may benefit from 
help. As the quote below indicates, there were even 
examples to caregivers who started saving together to be 
able to financially support their ideas.

PCP1204, caregiver
“Before the new year, we asked the government to 
enrol our kids in special needs schools. The govern-
ment doesn’t give quick replies. September passed, 
and there was some violence after that [political 
conflict]. Some of the members stopped coming to the 
meeting. We planned to contribute some money to 
help each other at the time of death and to support 
the poor members of our group. If the thirty of us 
contribute some money, we can lend it to one of the 
parents when it reaches some amount. That parent 
could do some business and make a profit. Creating 
a job opportunity for someone can’t be overlooked. 
We believe that helping the mother means helping 
the child. God willing, we plan to open a [special 
needs] school in the future.”

Many professionals thought that caregivers should be 
the key decision-makers about what their empowerment 
should look like. They thought that the goal of caregiver 
empowerment should be that caregivers feel confident 
in making decisions about their child’s support, and that 
they can protect their own wellbeing against stigma. 
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Some mentioned that this empowerment should take 
place through giving caregivers access to education and 
resources. A few professionals thought that empowered 
caregivers should be able to make health-related deci-
sions on their own, as suggested by the quote below.

PCP515, government representative
“So one aim of these kinds of approaches [empow-
erment] is to make the community knowledgeable 
and skilled to handle the health issues by themselves 
with time. So this is empowering the community…
empower the community is to handle their own 
issues, by themselves… The final product, we intend 
them to…manage their own health.”

The role of professional stakeholders in caregiver 
empowerment
Many caregivers suggested that while they were key 
agents in supporting their children, the government 
was also responsible for providing consistent support to 
families. Some Community-based health extension work-
ers also suggested that local governments should priori-
tise the financial support of families with DDs when aid 
funding was available. Other caregivers thought that the 
media should take a more active role in raising awareness 
and breaking the stigma around DDs.

PCP0935, caregiver
“I think that there should be more organisations 
that help children with similar problems like my 
daughter. […]I started to openly speak about it only 
recently. If the mass media speaks about the prob-
lem, people will not keep their children locked in the 
house and they will take them to the hospitals to find 
solutions for their problem.”

Some NGO-based participants thought that it was 
NGOs’ and the government’s role to empower under-
represented groups by providing information on fami-
lies’ rights and giving skills to manage the child with a 
DD Community-based health extension workers. Many 
NGO representatives also shared the view that the needs 
of persons with disabilities were often addressed only 
within the remits of health or social care. They suggested 
that persons with disabilities, caregivers, and profession-
als should advocate so that disability needs are main-
streamed: considered and implemented in all sectors 
outside of health and social care.

Many NGO-based participants’ views on empower-
ment focused on poverty eradication through training 
those in poverty on business skills and running their own 
business. Many spoke about caregivers with a child with 
a DD in the context of microfinance initiatives as a ben-
eficiary, as someone intervened at, someone in the need 

of external agency. These professionals frequently used 
technical international development-related vocabu-
lary, including terms such as working on livelihood pro-
grammes or income generating activities. Many shared 
that they mostly saw people with physical disabilities 
in these programmes and that people with DDs were 
underrepresented.

Some professionals in international organisations 
added that a barrier to caregiver empowerment was when 
organisations in policymaking power only had a nominal 
commitment without actionable steps or resources to 
support families.

PCP514, international organisation representative
“[Our organisation’s commitment to empowerment] 
it’s like theoretical…I’m just one person working on 
this [DDs], all of us, we can admit that, we don’t 
have all that complex competence to [empower], we 
may have the wish, but we don’t have capacity and 
also we don’t have the funding. We don’t have the 
support mechanism.”

Local and international voices in service development
Participants added a further layer to the question as 
to whose voice counts in service development for DDs 
when they discussed the strong presence of interna-
tional organisations and funding bodies in Ethiopia. 
Some international professionals thought that interna-
tional service providers were present to support develop-
ment areas where there would otherwise be no capacity, 
such as services for children with DDs. However, other 
international and local professionals thought that inter-
national funding created power imbalances in service 
provision. For example, some local professionals com-
mented that typically, Western stakeholders were in the 
position of deciding which local project received interna-
tional funding. An other example mentioned was that if 
international organisations stopped their funding, entire 
development areas could fail. Local professionals also 
suggested that international agencies may be exploiting 
resources and opportunities in Ethiopia, without appre-
ciating local contributions. Many worried that inter-
national organisations may fail to be transparent and 
communicative about the agenda they lobby for through 
their funding. Others raised the concern that interna-
tional professionals may be appointed at leadership posi-
tions of international NGOs instead of local staff. They 
said this was likely the case because international lead-
ership feared corruption and lacked trust at the local 
level. As the quote below indicates, some professionals 
even feared that some international actors may look at 
Ethiopia as a potential for profitmaking. This suggests the 
potential exploitation of local caregivers.



Page 9 of 14Szlamka et al. BMC Health Services Research         (2023) 23:1420  

PCP114, clinician
“There are people coming here knowing that this is a 
poor country, knowing that little has been done, so 
people come here to do an investment, I know peo-
ple in person even, like those who have been certi-
fied there so they will come here, they thought they 
will be the only professionals, so they can earn more 
money and so on.”

Power imbalances were also present in the question 
as to who was appointed to positions of service provi-
sion to families with DDs. For example, some Ethiopian 
professionals shared having met colleagues from abroad 
who were serving in roles for which they did not have the 
right level of qualification. Some Ethiopian professionals 
suggested that blurred professional boundaries and dis-
respecting caregivers’ knowledge put families who were 
desperate to find help at additional risk and vulnerabil-
ity. There were also a few instances where international 
participants viewed caregiving differently from caregivers 
themselves, but without necessarily considering existing 
parenting approaches – as illustrated in the quote below.

PCP225, NGO representative
“…they [the caregivers] don’t learn as much about 
how to parent a child because when I do the training 
for the parents, I’m talking about just very basics, 
discipline, like using timeout…they’re very surprised 
and they say, wow, we didn’t have this information…
So that’s the main focus we have with our parenting 
class, is just teaching the mothers these basic things 
of how to manage their child at home, it’s really 
lacking here and then causes a lot of unnecessary 
stress for the family because the children are just 
completely out of control.”

Some local professionals feared that dependency may 
evolve between international sources and local NGOs 
and service providers. For example, local clinicians men-
tioned that materials to support children with DDs, such 
as information booklets for caregivers, would often come 
from abroad. They added that these were rarely adapted 
to the local language and culture. Some NGO representa-
tives raised that when international funding is offered in 
the form of help, it can be disempowering for local pro-
fessionals and organisations. Others thought that con-
tinuous international funding may mean that the local 
government never develops a local incentive to fund 
interventions and services developed.

PCP215, NGO representative
“One of the questions I have often had is who would 
complain if someone is constantly giving you funding 
and money for things…who would ever say we don’t 
want this?... They [the local NGO] know that this 

[intervention] has been funded by us [international 
organisation] for so many years. Our expectation 
would be that eventually they would like it so much, 
and they would feel so proud of it and they would 
want ownership of the programme that they would 
start paying for it. But economically, why would 
they? If they know someone else is there willing to 
give them funding for this, what’s the push? To start 
paying for it on your own, and if that funding leaves, 
do they feel attached enough? … And even if they 
believe the government should fund them, does the 
government believe they should fund these efforts?”

Supporting caregivers through support groups
Many informants thought that caregiver support groups 
could be an effective in increasing caregivers’ ability 
to exercise their agency. Women who had previously 
attended support groups described that being around 
other caregivers who understood what it was like to raise 
a child with a DD created a shared bonding experience. 
They said that even if their children may have had differ-
ent DDs, their experiences as caregivers were similar and 
this helped them bond. Others added that by meeting 
caregivers with children with different levels of develop-
mental delays, they may feel less stressed about the devel-
opment of their own child.

PCP0935, caregiver
“I share my problems with those whom I think could 
help me solve my problems…. And when I come here 
[support group], I see many children who have more 
severe problems [than my daughter]. I tell myself 
that my daughter is in a better situation than these 
children, and her only problem is that she has a 
learning difficulty.”

Some caregivers added that they wished to proactively 
support other parents with the resources they had, for 
example bysharing what they learnt during caregiver pro-
grammes with other parents. Others mentioned that car-
egiver support groups allowed for some caregivers could 
go to work and take care of household chores. The quote 
below illustrates a caregiver’s empowerment through her 
advocacy for DDs and support offered to others.

PCP0232, caregiver
“I am encouraging many people to come and join us 
[in the caregiver intervention] and enrol their kids in 
schools. When I meet them in the streets, I tell them 
that they shouldn’t keep their children at home just 
because they are disruptive. I also tell them that 
they can keep their children with me.”

Some clinicians had experiences with caregiver support 
groups in hospitals. Many thought that support groups 
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could help caregivers feel hopeful about the future oppor-
tunities and skills of their child. Many added that explain-
ing to caregivers how and why professionals support the 
child with a DD is essential to empower caregivers. Some 
clinicians mentioned how they trained caregivers on 
leading and facilitating support groups themselves. A few 
added that they tried to help caregivers create their own 
self-help groups. However, they also mentioned that few 
professionals had the attitude or capacity to work along 
these principles.

PCP114, clinician
“Parents needs to be included in everything that you 
do. So that if you’re doing some kind of therapy, par-
ents should see, so that they can continue at home. 
So it shouldn’t be you every time doing it. You know, 
like, we want parents to be empowered so that they 
can help kids. But this is not what is happening in 
most cases. It’s just like a therapist doing something 
to the child. And they have, if they need something to 
be done, the parent should bring the child every time 
but parents are not being equipped.”

Discussion
In this study we explored the meaning of and role that 
caregiver empowerment may play in developing sup-
port services for children with DDs in Ethiopia. In the 
first theme, we covered socio-economic barriers that 
undermine caregiver agency – such as living in poverty, 
or raising a child with DD as a single mother. In the sec-
ond theme, we covered who caregivers and professionals 
see as responsible agents for caregiver empowerment and 
service development. Caregivers, and many professionals 
saw caregivers as the key instigators, but they also iden-
tified that stakeholders like the government, the media, 
and local and international NGOs should play a more 
active role in caregiver support. Lastly, in the third theme 
we discussed how peer support groups for caregivers 
can help to realise an effective platform for caregiver 
empowerment.

Caregivers and many professionals saw caregivers at the 
heart of efforts to support children with DDs. There were 
examples of resourceful caregivers who initiated change 
on their own terms, became advocates, and encour-
aged others to do the same. These operationalisations 
of empowerment resonate with the literature describing 
caregiver empowerment as the sense of agency to make 
effective choices [56], the capacity to balance demands 
and needs in a family [77], and the ability to change or 
eliminate potentially stressful events through the appli-
cation of knowledge and skills [43, 78]. In line with car-
egiver views, earlier work outlined that caregivers should 
be given a decision-making position when it comes to 

developing empowerment interventions [79]. Caregiver 
and professional participants discussed how caregiv-
ers can initiate change for their child with a DD through 
setting up support groups, advocating for their children 
at the community level, or saving as a group to open a 
special school in the future. Evidence suggests that a way 
in which mothers can be supported in achieving this is 
through participatory learning programmes targeting 
health and financial literacy [80].

Our findings also demonstrated the pervasive effects of 
structural barriers, such as poverty, hindering caregivers 
from making decisions in the support of their child. Ear-
lier literature has also recorded the association between 
physical health, undernutrition, and developmental delay 
in children in Ethiopia [81, 82]. Many caregivers thought 
that welfare support could help them provide for the 
basic needs in their family. However, they did not dis-
cuss whether or how being able to provide for the basics 
would be associated with their child’s development.

Participants in our work identified other stakeholder 
groups that they believed were responsible for initiating 
financial and social welfare support—as the government, 
NGOs, and the media. NGO-based participants often 
talked about the economic empowerment of caregivers, 
for example, through microfinance initiatives. This was 
the case even though the literature on microfinance ini-
tiatives shows mixed results regarding whether creating 
economic markets among the poor leads to better eco-
nomic outcomes or further exploitation [83, 84]. Many 
NGO representatives used a technical vocabulary regard-
ing poverty eradication: this suggests a professionalisa-
tion of everyday activities such as eating and earning a 
salary, defined as empowerment. Moreover, it means 
that NGOs can become the decision-makers regarding 
how a person, or a family should be delivering those eve-
ryday activities. The risk of this perspective on poverty 
eradication is that it recreates power imbalances between 
donor and beneficiary [85]. Participants mentioned 
that dependency may occur between local and interna-
tional providers when funding comes from international 
resources. This can become a barrier to empowerment 
of caregivers as tied funding may not use caregivers’ 
concepts and local resources, but rely heavily on values 
and concepts from abroad. There were a few examples 
of caregiver-led initiatives for economic empowerment 
without external agents being involved. Such a caregiver-
centred, decentralised approach could be a way forward 
in achieving better financial outcomes. However, it also 
means additional demand on caregivers whose capacity 
may already be extremely limited.

Many mothers in this study raised their child with a 
DD as single mothers as their partner left upon know-
ing about the child’s disability – similar to findings 
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of earlier work [1, 17]. An important component not 
highlighted in previous studies is the impact of domes-
tic violence. Intimate partner violence exercised by 
the husband is widespread in Ethiopia [86, 87], as it 
is globally. Some women caregivers mentioned that 
they left their husband to avoid abuse. Single mothers 
in this study who reported having experienced abuse 
spoke about the additional challenges they experience 
due to not having a partner, including severe finan-
cial difficulties. However, they also talked about their 
separation from the father as a relief. Experiences of 
single mothers, and especially those who had experi-
enced violence, point to the need of an intersectional 
approach to caregiver interventions [1]. Interventions 
need to consider the economic, physical, and mental 
well-being of both the caregiver and the child with a 
DD. Examples to how this approach may be imple-
mented in practice is holistically assessing the physical 
and mental health of the child and the caregiver; and 
assessing the living conditions of the family, with spe-
cial attention to signs of domestic violence.

A potential way forward is bringing caregiver val-
ues and priorities to the centre of discussions about 
empowerment among local and international stake-
holders. In Table  3 we summarised possible empow-
ering techniques mentioned by caregiver and 
professional participants discussed above. Those pro-
fessional stakeholders who currently have the capacity 
to develop and implement empowerment interven-
tions could work even more closely together with 
caregivers and prioritise support for the scale-up of 
local caregiver initiatives. This also means dedicating 
resources to bring caregivers to the table – for exam-
ple, caregivers may need to be paid for their time when 
taking part in research or the development of new sup-
port programmes.

Limitations
In the Ethiopian context, DDs primarily come to clini-
cal attention when delays are moderate to severe; and 
most people with a formal DD diagnosis are minimally 
verbal. This study therefore relied on caregiver and pro-
fessional perspectives only and lacked the voices of a 
child or a person with disability. The professionals who 
we recruited were committed to the idea of empowering 
families. This study is missing the voices of clinicians 
who have never used caregiver interventions or who 
believe that such programmes are not the most help-
ful way of supporting families. Of the caregivers inter-
viewed, all were women and therefore fathers’ voices are 
missing from the data. We mostly included the voices of 
those families that have already had contact with health 
care at least once and had accessed diagnostic services. 
This is extremely rare in the Ethiopian setting and the 
voices of those who do not receive any support at all are 
underrepresented.

Lastly, there were various barriers to reaching and 
engaging caregivers to discuss findings, including lan-
guage, culture, infrastructure and the COVID pandemic. 
The nature of the feedback we received from participants 
remained on the level of consultation instead of deeper 
engagement [88].

Conclusions
Caregivers of children with DDs in Ethiopia are often 
disempowered through poverty, stigma, and poor access 
to information and resources that would allow them to 
make the choices they value in caring for their child. 
Definitions and understandings of empowerment of 
caregivers of children with DDs in Ethiopia vary. Car-
egivers identified needs and expectations from health 
and social care institutions and spoke about their wor-
ries for the future. They then identified what they are 
already able to do: setting up support groups, leading on 

Table 3 Empowering techniques mentioned by participants

Ability to shape support systems A rights-based approach across health, social welfare, and education

Caregivers are involved in developing support systems for their children

Access to resources Financial support for caregivers to mitigate poverty

Social welfare support for caregivers

Giving access to education to the child with a DD

Access to information Rights of children with DDs

Information on what support systems are in place for families

Service provision Intersectional approach to support single mothers and families experi-
encing intersecting challenges

Mental health support

Physical health support

Caregiver-mediated support groups and caregiver interventions
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initiatives, starting advocacy work. Caregiver empower-
ment in service development could mean involving car-
egivers in decisions about support services, matching 
their vocabulary, and following the agenda set by them 
addressing their needs.

Abbreviations
CST  Caregiver Skills Training
CHEW  Community-based health extension workers
DDs  Developmental disabilities
IA  Ikram Ahmed
NGO  Non-governmental organisation
WHO  World Health Organization
ZS  Zsofia Szlamka

Supplementary Information
The online version contains supplementary material available at https:// doi. 
org/ 10. 1186/ s12913- 023- 10428-4.

Additional file 1. Full interview guides.

Additional file 2. Final codebook.

Additional file 3. How the researcher was seen by participants.

Additional file 4. The full list of relevant quotes.

Additional file 5. COREQ checklist.

Acknowledgements
We would like to thank our colleagues in gatekeeper organisations who 
helped us with participant recruitment. We would especially like to thank Dr 
Rehana Abdurahman and Dr Tigist Zerihun for their support. We would like to 
thank all our participants for their time and contribution.

Authors’ contributions
This study was a collaborative piece of work across a team of colleagues from 
King’s College London and Addis Ababa University. ZS worked on developing 
the research questions, research design, data collection, analysis, and write-up 
of results. Ikram Ahmed, a clinical psychologist and researcher in Addis Ababa 
University contributed to the iterative development of the topic guide, the 
data collection and analysis. Ikram Ahmed, and Elisa Genovesi, researcher in 
King’s College London contributed to the analysis of findings. Mersha Kinfe, 
a research coordinator for studies on children with DD from Addis Ababa 
University, provided important input on study design and helped recruit 
participants in Butajira. Professor Charlotte Hanlon and Dr Rosa Hoekstra 
oversaw the whole course of the work and contributed to study design, data 
analysis and editing of the manuscript. All authors read and approved the final 
manuscript.

Funding
Zsofia Szlamka and the data collection for this study were funded by the 
Medical Research Council’s Doctoral Training Programme in the United King-
dom (Funder reference number: 1658511).
Rosa Hoekstra and Charlotte Hanlon (CH) receive support from the 
National Institute for Health and Care Research (NIHR) for the SPARK project 
(NIHR200842) using UK aid from the UK Government. CH receives further NIHR 
support through the NIHR Global Health Research Group on Homelessness 
and Mental Health in Africa (HOPE; NIHR134325). The views expressed in this 
publication are those of the authors and not necessarily those of the NHS, the 
National Institute for Health and Care Research or the Department of Health 
and Social Care, England. CH is also funded by the Wellcome Trust through 
grants 222154/Z20/Z (SCOPE) and 223615/Z/21/Z (PROMISE). Elisa Genovesi is 
supported by UKRI Economic and Social Research Council through a London 
Interdisciplinary Social Science Doctoral Training Partnership (LISS DTP) 
studentship (ES/P000703/1). The funding bodies did not play any role in the 
designing the study, nor in collecting, analysing, and interpreting data nor in 
writing the manuscript.

Availability of data and materials
The dataset(s) supporting the conclusions of this article is(are) included within 
the article (and its additional file(s)).

Declarations

Ethics approval and consent to participate
This study received ethical approval from Addis Ababa University College of 
Health Sciences’ Institutional Review Board (Protocol number: 062/16/Psy) 
and from the Psychiatry, Nursing and Midwifery Research Ethics Subcommit-
tee at King’s College London (Reference numbers: RESCM-18/19–3489 and 
HR-19/20–14161). All methods were carried out in accordance with regula-
tions and policies of these universities. Informed consent was obtained from 
all research participants.
Written consent was sought. Participants who were non-literate or who did 
not feel comfortable writing provided a finger print to indicate their consent. 
A legally authorized representative signed informed consent to confirm that 
the information sheet had been read out as written.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details
1 Department of Psychology, Institute of Psychiatry, Psychology & Neuro-
science, King’s College London, London, UK. 2 Care Policy and Evaluation 
Centre, London School of Economics and Political Science, Houghton Street, 
London WC2A 2AE, UK. 3 Department of Health Service and Population 
Research, Institute of Psychiatry, Centre for Global Mental Health, Psychology & 
Neuroscience, King’s College London, London, UK. 4 Department of Psychiatry, 
School of Medicine, WHO Collaborating Centre for Mental Health Research 
and Capacity-Building, College of Health Sciences, Addis Ababa University, 
Addis Ababa, Ethiopia. 5 Centre for Innovative Drug Development and Thera-
peutic Trials for Africa, Addis Ababa University, Addis Ababa, Ethiopia. 

Received: 17 April 2023   Accepted: 4 December 2023

References
 1. Tekola B, Kinfe M, Girma F, Hanlon C, Hoekstra R. The experiences of par-

ents raising children with developmental disabilities in Ethiopia. Autism. 
2022;27(2):539–51.

 2. Tefera B, Schippers A, van Engen M, van der Klink J. The experiences of 
children with disabilities and primary caregivers on the social inclusion of 
children with disabilities in Ethiopia. IJCYFS. 2018;9(4):146–67.

 3. Depape A. Research SLQ health, 2015 undefined. Parents’ experiences of 
caring for a child with autism spectrum disorder. journals.sagepub.com. 
2015;25(4):569–83. Available from: https:// journ als. sagep ub. com/ doi/ abs/ 
10. 1177/ 10497 32314 552455.

 4. Stuart M, McGrew JH. Caregiver burden after receiving a diagnosis of an 
autism spectrum disorder. Res Autism Spectr Disord. 2009;3(1):86–97.

 5. Brookman-Frazee L, Baker-Ericzén M, Stadnick N, Taylor R. Parent perspec-
tives on community mental health services for children with autism 
spectrum disorders. J Child Fam Stud. 2012;21(4):533–44.

 6. Hastings RP. Parental stress and behaviour problems of children with 
developmental disability. J Intellect Dev Disabil. 2002;27(3):149–60.

 7. Lecavalier L, Leone S, Wiltz J. The impact of behaviour problems on car-
egiver stress in young people with autism spectrum disorders. J Intellect 
Disabil Res. 2006;50(3):172–83.

 8. Davis NO, Carter AS. Parenting stress in mothers and fathers of toddlers 
with autism spectrum disorders: Associations with child characteristics. J 
Autism Dev Disord. 2008;38(7):1278–91.

 9. Gona JK, Newton CR, Rimba KK, Mapenzi R, Kihara M, Vijver FV, et al. Chal-
lenges and coping strategies of parents of children with autism on the 
Kenyan coast. Rural Remote Health. 2016;16(2):3517.

https://doi.org/10.1186/s12913-023-10428-4
https://doi.org/10.1186/s12913-023-10428-4
https://journals.sagepub.com/doi/abs/10.1177/1049732314552455
https://journals.sagepub.com/doi/abs/10.1177/1049732314552455


Page 13 of 14Szlamka et al. BMC Health Services Research         (2023) 23:1420  

 10. McKenzie J, McConkey R. Caring for adults with intellectual disability: The 
perspectives of family carers in South Africa. J Appl Res Intellect Disabil. 
2016;29(6):531–41.

 11. Murphy NA, Christian B, Caplin DA, Young PC. The health of caregivers for 
children with disabilities: caregiver perspectives. Child Care Health Dev. 
2007;33(2):180–7.

 12. Papadopoulos C, Lodder A, Constantinou G, Randhawa G. Systematic 
review of the relationship between autism stigma and informal caregiver 
mental health. J Autism Dev Disord. 2019;49(4):1665–85.

 13. Abubakar A, Ssewanyana D, Newton CR. A systematic review of research 
on autism spectrum disorders in Sub-Saharan Africa. Behav Neurol. 
2016;2016:3501910.

 14. Montenegro MC, Abdul-Chani M, Valdez D, Rosoli A, Garrido G, Cukier S, 
et al. Perceived stigma and barriers to accessing services: experience of 
caregivers of autistic children residing in Latin America. Res Dev Disabil. 
2022;120:104123.

 15. Mitter N, Ali A, Scior K. Stigma experienced by family members of people 
with intellectual and developmental disabilities: multidimensional con-
struct. BJPsych Open. 2018;4(5):332–8.

 16. Chan KKS, Leung DCK. Linking child autism to parental depression and 
anxiety: The mediating roles of enacted and felt stigma. J Autism Dev 
Disord. 2021;51(2):527–37.

 17. Tekola B, Kinfe M, Girma F, Hanlon C, Hoekstra RA. Perceptions and experi-
ences of stigma among parents of children with developmental disorders 
in Ethiopia: A qualitative study. Soc Sci Med. 2020;256:113034.

 18. Ergetie T, Yohanes Z, Asrat B, Demeke W, Abate A, Tareke M. Perceived 
stigma among non-professional caregivers of people with severe mental 
illness, Bahir Dar, northwest Ethiopia. Ann Gen Psychiatry. 2018;17(1):1–8.

 19. Fekadu A, Thornicroft G. Global mental health: perspectives from Ethio-
pia. Glob Health Action. 2014;7(1):25447.

 20. Tekola B, Baheretibeb Y, Roth I, Tilahun D, Fekadu A, Hanlon C, et al. 
Challenges and opportunities to improve autism services in low-income 
countries: lessons from a situational analysis in Ethiopia. Global Mental 
Health. 2016;3:e21.

 21. Zeleke WA, Hughes T, Chitiyo M. The path to an autism spectrum dis-
orders diagnosis in Ethiopia: Parent perspective. Am J Orthopsychiatry. 
2018;88(3):316.

 22. Tilahun D, Fekadu A, Tekola B, Araya M, Roth I, Davey B, et al. Ethiopian 
community health workers’ beliefs and attitudes towards children with 
autism: Impact of a brief training intervention. Autism. 2019;23(1):39–49.

 23. Federal Ministry of Health of Ethiopia. National Mental Health Strategy 
2012/13–2015/16. Federal Democratic Republic of Ethiopia: Public policy 
document; 2012.

 24. World Health Organization. Caregiver skills training for families of children 
with developmental delays or disabilities: facilitators’ guide, group ses-
sions 1–9. 2022.

 25. Salomone E, Reichow B, Pacione L, Shire SY, Shih A, Servili C. Training 
caregivers to transform children’s lives. Early Child Matters. 2018;127:74–7.

 26. Tekola B, Girma F, Kinfe M, Abdurahman R, Tesfaye M, Yenus Z, et al. 
Adapting and pre-testing the World Health Organization’s Caregiver 
Skills Training programme for autism and other developmental dis-
orders in a very low-resource setting: Findings from Ethiopia. Autism. 
2020;24(1):51–63.

 27. Federal Ministry of Health Ethiopia. National mental health strategic plan. 
2020.

 28. Laverack G, Wallerstein N. Measuring community empowerment: a fresh 
look at organizational domains. Health Promot Int. 2001;16(2):179–85.

 29. Christens BD. Targeting empowerment in community development: A 
community psychology approach to enhancing local power and well-
being. Community Dev J. 2012;47(4):538–54.

 30. Cattaneo LB, Chapman AR. The process of empowerment: a model for 
use in research and practice. Am Psychol. 2010;65(7):646.

 31. Spreitzer GM. Taking stock: A review of more than twenty years 
of research on empowerment at work. Handbook Organ Behav. 
2008;1:54–72.

 32. Cattaneo LB, Chapman AR. The process of empowerment: A model for 
use in research and practice. Am Psychol. 2010;65(7):646–59. https:// doi. 
org/ 10. 1037/ a0018 854.

 33. Zimmerman MA. Empowerment theory. In: Handbook of community 
psychology. Springer; 2000. p. 43–63.

 34. Gillespie D. Power: Its holders and effects on nursing. Empowerment 
through reflection: The narratives of healthcare professionals. 2000. p. 
93–106.

 35. Cornwall A, Brock K. What do buzzwords do for development policy? A 
critical look at ‘participation’, ‘empowerment’ and ‘poverty reduction’. Third 
World Q. 2005;26(7):1043–60.

 36. Laverack G. An identification and interpretation of the organiza-
tional aspects of community empowerment. Community Dev J. 
2001;36(2):134–45.

 37. Laverack G. Public health: power, empowerment and professional prac-
tice. Macmillan International Higher Education; 2019.

 38. Hur MH. Empowerment in terms of theoretical perspectives: Exploring a 
typology of the process and components across disciplines. J Commu-
nity Psychol. 2006;34(5):523–40.

 39. Rabaey P, Hepperlen R, Manley H, Ament-Lemke A. Empowering caregiv-
ers of children with disabilities in Zambia: A Photovoice study. Am J 
Occup Ther. 2021;75(4):7504180030.

 40. United Nations. Convention on the Rights of Persons with Disabilities. Eur 
J Health Law. 2007;14(3):281–98.

 41. Lund C, Waruguru M, Kingori J, Kippen-Wood S, Breuer E, Mannarath 
S, et al. Outcomes of the mental health and development model in 
rural Kenya: a 2-year prospective cohort intervention study. Int Health. 
2013;5(1):43–50.

 42. Puttahraksa P, Tilokskulchai F, Sitthimongkol Y, Prasopkittikul T, Liknapichit-
kul D. Empowerment program on promoting perceived self-efficacy in 
caregivers of autistic children. 2021.

 43. Weiss JA, MacMullin JA, Lunsky Y. Empowerment and parent gain as 
mediators and moderators of distress in mothers of children with autism 
spectrum disorders. J Child Fam Stud. 2015;24(7):2038–45.

 44. Wakimizu R, Fujioka H, Yoneyama A, Iejima A, Miyamoto S. Factors associ-
ated with the empowerment of Japanese families raising a child with 
developmental disorders. Res Dev Disabil. 2011;32(3):1030–7.

 45. Alsop R. Power, rights and poverty: concepts and connections. World 
Bank Publications; 2005.

 46. Bunning K, Gona JK, Newton CR, Andrews F, Blazey C, Ruddock H, et al. 
Empowering self-help groups for caregivers of children with disabilities 
in Kilifi, Kenya: Impacts and their underlying mechanisms. PLoS One. 
2020;15(3):e0229851.

 47. Zuurmond M, Seeley J, Shakespeare T, Nyante GG, Bernays S. Illuminat-
ing the empowerment journey of caregivers of children with disabilities: 
Understanding lessons learnt from Ghana. Afr J Disabil. 2020;9:705.

 48. Abayneh S, Lempp H, Rai S, Girma E, Getachew M, Alem A, et al. Empow-
erment training to support service user involvement in mental health 
system strengthening in rural Ethiopia: a mixed-methods pilot study. 
2022.

 49. Legovini A. Measuring women’s empowerment in Ethiopia: The women’s 
development initiatives project. Empowerment in practice: From analysis 
to implementation World Bank; 2006.

 50. Agner J, Braun KL. Patient empowerment: A critique of individualism 
and systematic review of patient perspectives. Patient Educ Couns. 
2018;101(12):2054–64.

 51. Attree P, French B, Milton B, Povall S, Whitehead M, Popay J. The experi-
ence of community engagement for individuals: a rapid review of 
evidence. Health Soc Care Community. 2011;19(3):250–60.

 52. Chau RCM. The involvement of Chinese older people in policy and prac-
tice. Aspirations and expectations. York: Joseph Rowntree Foundation; 
2007.

 53. Closser S, Napier H, Maes K, Abesha R, Gebremariam H, Backe G, et al. 
Does volunteer community health work empower women? Evidence 
from Ethiopia’s Women’s Development Army. Health Policy Plan. 
2019;34(4):298–306.

 54. Saran A, White H, Kuper H. Evidence and gap map of studies assessing 
the effectiveness of interventions for people with disabilities in low-and 
middle-income countries. Campbell Syst Rev. 2020;16(1):e1070.

 55. Eaton J. Rebalancing power in global mental health. Int J Ment Health. 
2019;48(4):288–98.

 56. Alsop R. On the concept and measurement of empowerment. In: The 
many dimensions of poverty. Springer; 2013. p. 120–39.

 57. Reichow B, Kogan C, Barbui C, Smith I, Yasamy MT, Servili C. Parent 
skills training for parents of children or adults with developmental 

https://doi.org/10.1037/a0018854
https://doi.org/10.1037/a0018854


Page 14 of 14Szlamka et al. BMC Health Services Research         (2023) 23:1420 

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

disorders: systematic review and meta-analysis protocol. BMJ Open. 
2014;4(8):e005799.

 58. Heidegger M. Introduction to phenomenological research. Indiana 
university press; 2005.

 59. Neubauer BE, Witkop CT, Varpio L. How phenomenology can help us 
learn from the experiences of others. Perspect Med Educ. 2019;8(2):90–7.

 60. World Bank. The World Bank in Ethiopia. 2022.
 61. Haile D, Seyoum A, Azmeraw A. Does building the resilience of rural 

households reduce multidimensional poverty? Analysis of panel data in 
Ethiopia. Sci Afr. 2021;12:e00788.

 62. Oxford Poverty and Human Development Initiative. Ethiopia Country 
Briefing, Multidimensional Poverty Index Data Bank. OPHI, University Of 
Oxford. 2015. Available from: https:// www. ophi. org. Uk.

 63. World Health Organization. Global health expenditure database. WHO 
Geneva; 2018.

 64. Mulat AK, Mao W, Bharali I, Balkew RB, Yamey G. Scaling up community-
based health insurance in Ethiopia: a qualitative study of the benefits and 
challenges. BMC Health Serv Res. 2022;22(1):1–12.

 65. Hanlon C, Eshetu T, Alemayehu D, Fekadu A, Semrau M, Thornicroft 
G, et al. Health system governance to support scale up of mental 
health care in Ethiopia: a qualitative study. Int J Ment Health Syst. 
2017;11(1):1–16.

 66. Hanlon C, Alem A, Lund C, Hailemariam D, Assefa E, Giorgis TW, et al. 
Moving towards universal health coverage for mental disorders in Ethio-
pia. Int J Ment Health Syst. 2019;13(1):1–16.

 67. Mergia AT. The practice of inclusive education in Ethiopia. 2020.
 68. Houghton C, Casey D, Shaw D, Murphy K. Rigour in qualitative case-study 

research. Nurse Res. 2013;20(4):12–7.
 69. Tilahun D, Hanlon C, Fekadu A, Tekola B, Baheretibeb Y, Hoekstra RA. 

Stigma, explanatory models and unmet needs of caregivers of children 
with developmental disorders in a low-income African country: a cross-
sectional facility-based survey. BMC Health Serv Res. 2016;16(1):1–12.

 70. Tilahun D, Hanlon C, Araya M, Davey B, Hoekstra RA, Fekadu A. Training 
needs and perspectives of community health workers in relation to 
integrating child mental health care into primary health care in a rural 
setting in sub-Saharan Africa: a mixed methods study. Int J Ment Health 
Syst. 2017;11(1):1–11.

 71. Noy C. Sampling knowledge: The hermeneutics of snowball sampling in 
qualitative research. Int J Soc Res Methodol. 2008;11(4):327–44.

 72. Guest G, Bunce A, Johnson L. How many interviews are enough? 
An experiment with data saturation and variability. Field Methods. 
2006;18(1):59–82.

 73. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 
2006;3(2):77–101.

 74. Flick U. Triangulation in qualitative research. Companion Qual Res. 
2004;3:178–83.

 75. Whitley R, Crawford M. Qualitative research in psychiatry. Can J Psychiatry. 
2005;50(2):108–14.

 76. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative 
research (COREQ): a 32-item checklist for interviews and focus groups. Int 
J Qual Health Care. 2007;19(6):349–57.

 77. Patterson JM. Families experiencing stress: I. The family adjustment and 
adaptation response model: II. Applying the FAAR model to health-
related issues for intervention and research. Fam Syst Med. 1988;6(2):202.

 78. Weiss JA, Cappadocia MC, MacMullin JA, Viecili M, Lunsky Y. The impact 
of child problem behaviors of children with ASD on parent mental 
health: The mediating role of acceptance and empowerment. Autism. 
2012;16(3):261–74.

 79. Stahmer AC, Vejnoska S, Iadarola S, Straiton D, Segovia FR, Luelmo P, et al. 
Caregiver voices: Cross-cultural input on improving access to autism 
services. J Racial Ethn Health Disparities. 2019;6(4):752–73.

 80. Prost A, Colbourn T, Seward N, Azad K, Coomarasamy A, Copas A, et al. 
Women’s groups practising participatory learning and action to improve 
maternal and newborn health in low-resource settings: a systematic 
review and meta-analysis. Lancet. 2013;381(9879):1736–46.

 81. Wondemagegn AT, Mulu A. Effects of nutritional status on neurodevel-
opment of children aged under five years in East Gojjam, Northwest 
Ethiopia, 2021: a community-based study. Int J Gen Med. 2022;15:5533.

 82. Oumer A, Fikre Z, Girum T, Bedewi J, Nuriye K, Assefa K. Stunting and 
underweight, but not wasting are associated with delay in child develop-
ment in southwest Ethiopia. Pediatric Health Med Ther. 2022;13:1.

 83. Taylor M. The Antinomies of ‘Financial Inclusion’: debt, distress and the 
workings of Indian microfinance. J Agrar Chang. 2012;12(4):601–10.

 84. Orton L, Pennington A, Nayak S, Sowden A, White M, Whitehead M. 
Group-based microfinance for collective empowerment: a systematic 
review of health impacts. Bull World Health Organ. 2016;94(9):694.

 85. Banerjee AV, Duflo E. The economic lives of the poor. J Econ Perspect. 
2007;21(1):141–68.

 86. Tiruye TY, Harris ML, Chojenta C, Holliday E, Loxton D. Determinants of 
intimate partner violence against women in Ethiopia: A multi-level analy-
sis. PLoS One. 2020;15(4):e0232217.

 87. Yigzaw T, Berhane Y, Deyessa N, Kaba M. Perceptions and attitude 
towards violence against women by their spouses: A qualitative study in 
Northwest Ethiopia. EJHD. 2010;24(1):39–45.

 88. Ryan GK, Semrau M, Nkurunungi E, Mpango RS. Service user involve-
ment in global mental health: what have we learned from recent 
research in low and middle-income countries? Curr Opin Psychiatry. 
2019;32(4):355–60.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://www.ophi.org.Uk

	Conceptualising the empowerment of caregivers raising children with developmental disabilities in Ethiopia: a qualitative study
	Abstract 
	Background 
	Methods 
	Results 
	Conclusion 

	Background
	Aims
	Methods
	The study setting: Ethiopia
	Participants
	Recruitment
	Participant demographics

	Study procedures
	Analysis
	Positionality
	Community and public involvement

	Results
	Barriers to exercising caregivers’ agency
	Caregivers in poverty
	When caregiving falls on a single mother

	Whose responsibility is it to initiate empowerment?
	Caregivers at the centre of change
	The role of professional stakeholders in caregiver empowerment
	Local and international voices in service development

	Supporting caregivers through support groups

	Discussion
	Limitations
	Conclusions
	Anchor 30
	Acknowledgements
	References


