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Introduction
Globally, caregivers of children with disabilities (CWDs) face many challenges. Studies 
conducted in various parts of the world reflect this narrative (Bahry et al. 2019; Dababnah 
et al. 2018; Pretorius & Steadman 2018). Lower-to-middle income countries (LMICs) face even 
more unique, contextually influenced challenges in terms of access to resources and holistic 
support for caregiving for families of CWDs (Pretorius & Steadman 2018; Zuurmond et al. 
2019). 

Family caregivers comprise relatives, friends, partners or neighbours who provide 
assistance, typically unpaid, to someone who has limitations in their physical, mental or 
cognitive functioning (Schulz et al. 2020:1). Family caregivers provide holistic care — 
emotional, financial, physical and spiritual care, often forming an entire social system that 
supports their loved ones with a disability, playing a crucial support role (Schultz et al. 
2020; Swartz & Collins 2019). 

Studies in various parts of the globe reflect that women and mothers of CWD experience 
more  care challenges (Masefield et al. 2022; Mc Aulliffe et al. 2018; Schultz et al. 2020; 
Zahaika et al. 2021), also revealing how the female gender is a risk factor within caregiving 
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(Schultz et al. 2020). Therefore, being a female caregiver, 
can be a challenge, in and of itself, to the care giving 
experience. Furthermore, certain cultural influences and 
beliefs perpetuate stigma and blame, on the mothers 
of  CWD (Öztürk & Alemdar 2023; Sevgi & Ayran 2024; 
Sibel et al. 2012; Tsai et al. 2018). 

In many sub-Saharan African contexts, poverty, disability 
stigma (Adugna et al. 2020; Smythe et al. 2022) the absence of 
social support (Hussain & Raihan 2022), socioeconomic 
challenges (Brewer 2018; Kamiya 2021; Njoroge & Murenga 
2023), challenges to access to healthcare services (Asa et al. 
2021; Adugna et al. 2020; Khan et al. 2020; Kwabena 2021; 
Schichlindi et al. 2020) are some of the challenges faced by 
mothers of CWD within the region. Despite these challenges, 
studies show that some mothers of CWD are developing 
skills to become activists, support each other and fight for the 
interests of their children (Ebrahim et al. 2014; Hepperlen 
et al. 2021).

Alternatively, the capacity to advocate and access resources is 
often influenced by the context within which the mothers 
reside. 

Challenges and enablers of 
caregiving within the South African 
context 
In South Africa, the development of inclusive policies, public 
disability awareness and sensitivity training has supported 
(Adugna et al. 2020) and contributed to a positive experience 
of caregiving generally, but with specific differences based on 
context. 

Eliciting narratives of caregiving experiences of mothers of 
CWD from all contexts is relevant for targeted interventions 
and support systems that are contextually relevant for 
addressing their unique challenges, as well as identifying 
suitable support. While the experiences of mothers of CWD 
from many regions of the world have been researched as 
presented here, this is not the same within the African 
continent, and even less so within peri-urban South African 
communities. 

This above-stated situation is exacerbated by the residue of 
South Africa’s apartheid history of racialised healthcare 
provision; therefore, access to resources that support 
caregiving has been a challenge within certain contexts, for 
instance the rural and peri-urban contexts, where poverty 
is  rife (Van der Mark et al. 2019b). Studies on disability 
experiences have been conducted in other peri-urban areas of 
Cape Town, but the researcher has not found any study that 
explored disability and caregiving in  Lwandle. Therefore, 
this study aims to contribute to the  knowledge on how 
mothers of CWD within the peri-urban contexts of Lwandle 
experience caregiving for their CWD. This is aimed at 
hopefully supporting targeted support for these mothers. 
Relatedly, the study will also contribute to the discourse of 

caregiving within Africa, from the viewpoint of mothers of 
CWD within a peri-urban setting.

Methods
The study setting and methodology is presented in this 
section.

Setting
Lwandle, a township (peri-urban area) in Strand, is in the 
Western Cape province of South Africa. This area has different 
types of mainly low cost housing, including government-
funded Reconstruction and Development Programme (RDP) 
houses, and also shack dwellings. The Ikwezi Clinic is the 
nearest health facility. There are several churches, crèches, 
schools and informal businesses in this township, as well as 
one police station. At the beginning of the 21st century, 
Lwandle was identified by the well-known Lwandle Migrant 
Museum — a structure of significance. The museum 
highlights the experiences of the past migrant labour system 
and hostel life (Murray et al. 2013), which today still has 
implications for the people living there. The community 
health workers (CHWs) of Masincedane Community Service 
(a non-profit organisation) routinely visit mothers of CWDs 
in Lwandle to provide support. The idea for this study 
emanated from conversations held with one of the mother 
who is a healthcare professional and who managed health 
programmes in the community. One of the authors is also a 
mother of a child with a disability, hence the personal interest 
in this study, beyond the professional interest.

Research design
A qualitative study was conducted using in-depth interviews, 
which were analysed thematically. The use of a qualitative 
methodology assisted the researcher to elicit relevant 
narratives of the experiences of seeking healthcare access for 
their children from the participants (Creswell & Poth 2018). 

The study population consisted of mothers of CWDs who 
access healthcare services by Masincedane Community 
Service in Lwandle. The participants were recruited with the 
assistance of CHWs. Consent forms were downloaded from 
the University’s Human Research Ethics website in English, 
isiXhosa and Afrikaans; thereafter, information specific to the 
study was included and disseminated accordingly. 

Data gathering
Six mothers of CWDs were interviewed. Four mothers were 
isiXhosa speaking mothers. All the mothers were living with 
their children, mostly relying on the grant they received for 
their children from the government. Only one mother was 
employed on a part-time basis, and the majority of the other 
mothers were single mothers, one mother was married and 
one was a widow. Semi-structured face-to-face interviews 
were conducted in the homes of the participants. This was 
the preferred mode of data gathering for most of the 
participants. 
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The study population consisted of mothers of CWD who 
had access to healthcare services provided by Masincedane 
Community Service in Lwandle, as the place where the 
research was located. This research was only open to 
participants who received services from Masincedane 
Community Service. Other potential participants in the 
area who did not receive services by this NPO were 
excluded. The participants were recruited with the 
assistance of CHWs working for Masincedane Community 
Service in Lwandle. The CHWs were made aware of the 
study, after gaining permission from this NPO. With home 
visits performed routinely in the community, the study 
population was informed by the CHWs who were known 
to them about the study and of these six were willing to 
participate in the study. The initial aim was 10 participants, 
but consent was received from only 6 mothers; therefore, 
we went with these 6 mothers who were available and 
willing to participate. In addition, since the focus of the 
study was their subjective experience of this phenomena, 
we were satisfied that saturation was achieved with the 
6 participants.

Table 1 presents the demographics of the selected 
participants. 

The pilot interview was carried out to further scrutinise the 
interview tool and ensure that it supports the study intent 
and focus. After gaining consent, the participants were 
contacted in order to schedule the interviews in advance at a 
time and place of their choice with the assistance of the CHW. 
One participant chose to do the interview at the NPO office, 
while other participants chose to do the interview in their 
homes.

Thematic analysis of data was carried out (Braun & 
Clarke  2006; Creswell & Poth 2018; Maguire & Delahunt 
2017) within six, step-by-step procedure for data analysis 
(Nowell 2017).

Firstly, the researcher cleaned the transcribed data by 
deleting all irrelevant background sounds during interview 
as data were transcribed verbatim and read the transcripts 
while listening to the recording to ensure that nothing was 
left out. Secondly, the researcher began to identify units of 
meaning within the transcribed data that respond to the 
study focus and lifted them out of the transcripts onto an 
Excel spreadsheet. Thirdly, units of meaning were categorised 
and given initial codes. Corresponding quotes from the data 

where the units of meaning were lifted, were colour-coded 
for reference. 

Fourthly, the researcher thereafter analysed all initial recurrent 
codes from the transcripts and re-grouped them accordingly 
into sub-themes under appropriate columns. After further 
assessing the sub-themes, and ongoing immersion with the 
data, emerging patterns were identified and grouped into 
themes. 

All emerging themes were reviewed again, identifying all 
outliers in the data, which were re-analysed and either 
included in an existing theme or new themes were generated 
as needed. This was done for each transcript first, and then 
across all transcripts. 

Following the aforesaid, all final themes were defined and 
agreed upon through a debriefing process. To ensure rich 
data, the researcher included direct quotes from the 
participants in the findings to provide evidence from the 
data. The study outcomes were written up in a relevant 
manner, with the supporting quotes.

Ethical considerations
Permission for this study was granted by the Health Research 
Ethics Committee at Stellenbosch University on 28 April 2022 
with the ethical clearance number S21/11/247. Participation 
in the study was voluntary and participants gave informed 
consent before data collection began. The form was explained 
to the participants and their questions were addressed by the 
researcher. Participants were assured of confidentiality of 
their identity and that pseudonyms would be used when 
writing the study. The study has been disseminated to the 
participants, Masincedane Community Service staff and the 
clinics involved.

Findings
The study’s findings reveal several challenges and facilitators 
to caregiving that mothers of CWDs within this study context 
experience. We begin with the challenges (Table 2).

Challenges to caregiving for 
mothers of CWDs
Living in the water
This theme speaks to the unfavourable living conditions of 
these mothers with their children, with the sub-theme on 
poor living conditions. 

TABLE 1: Participants’ demographics.
Participant names 
(Pseudonyms)

Participant marital status Participant employed Language spoken Child’s disability Age of child (years)

Maria Single No isiXhosa Cerebral Palsy 15
Sophi Single No isiXhosa Cerebral Palsy 14
Pat Single No isiXhosa Partial Deafness 12
Ina Married No English Intellectual Disability 7
Bea Widowed Yes isiXhosa Blind 6
Hayli Single No English Hydrocephaly 5
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Poor living conditions
An example of these harsh conditions is the challenge to gain 
even the most basic amenities such as adequate housing for 
them and their children. They are unable to even maintain 
their shacks, which often leak when it rains. One mother 
captured this feeling very well by stating that she often feels 
like she is living in the water. This lack of resources has 
implications for their capacity to give adequate care to 
their CWD:

‘And I need, uh, the house. The house, you see, because I’m 
staying in the water. The water is coming. The water even now 
it’s wet. The water comes inside.’ (Ina) 

‘Like when it rains, I do not feel right because I get rain, I do not 
have someone that can help me or someone I can go to when in 
need of something at home. I just stay at home. Those are the things 
that I deal with.’ (Sophi) 

‘Like now that it’s going to rain, I do not have a place inside 
or  covered area like a veranda where I can hang his 
[CWD]  clothes and so then he runs out of clothes to wear.’ 
(Sophi)

The poor living conditions put a lot of stress on the mothers, 
as it also impedes their capacity to plan and function within 
their own homes. The lack of resource is a constant challenge 
to caregiving, and often keeps them inside, in further 
isolation, which worsens the challenges.

Alone and isolated
This theme expresses the experience of a lack of support for 
these mothers nurturing their CWDs and how they feel 
isolated and lonely in the community. 

A sense of abandonment
This sub-theme recognises the lonely journey most of the 
mothers as primary care-givers face with their children. The 
mothers expressed feeling abandoned by family, with only 
themselves to rely on:

‘I have not received any help from the family. I do everything 
myself.’ (Pat)

‘So, there is no one who helps me. No one like, when I do not 
have money to buy her nappies, that can help me. So, I end up 
going to loan sharks [high interest lenders] so that I can get her 
nappies because her nappies are expensive, and they are only 40 
inside. So those are the challenges I experience.’ (Sophi)

‘One day I will die and I need to know what will happen with 
my children. Because I do not have family, no mother, aunt, 
there is no one helping me. My problem is my problem, and it 
ends there. Only me know what to do with it because now I live 
with my children. Even the family from my husband’s side do 
not care for me. Because only my husband loved me in his 
family.’ (Bea)

Stigmatisation
The mothers also experience stigma and negative attitudes 
from the community members causing further isolation, as 
highlighted in the following narrative. The attitudes of 
their neighbours against their CWD increased their burden 
of care:

‘I am happy, but my husband is not happy.’ (Hayli)

‘There are times where there are challenges when the neighbours 
get to quarrel then you get people insulting you about your 
disabled child.’ (Maria)

The next theme that emerged strongly was related to financial 
struggles that the mothers face.

Financial challenges
Financial challenges were narrated across all participants. 
One mother explained how trying to meet the financial 
demands of raising her child with a disability while 
battling with the cost of her own health condition is very 
challenging:

‘I am a mother who is not well, I take high blood pressure, 
arthritis and diabetes tablets. So I do not work, I am always here 
at home. So X relies on the R450 child support grant. We also 
depend on that here at home. From that we have to eat, I buy him 
clothes, items for school.’ (Pat)

Two of the mothers described how their financial struggles 
impact healthcare access for their children, because of the 
cost of transportation. They often rely on the disability grant 
they receive from the government or save money to be able to 
access healthcare:

‘When I need to go the clinic, I also struggle there. I need to save 
money, for instance, I cannot take her to the clinic on the wheelchair. 
It is far. We use Nomzamo Clinic. So I need to save money for the 
taxi fare.’ (Maria)

‘My challenge is that, when I take her to the hospital or clinic, 
I need to drive her. I do not have transport to take her because 
the wheelchair that she has does not fit in the taxi. I have to 
uber when I need to give her some rest, I then need to uber for 
a car that can fit in the wheelchair then going to the clinic I 
pay. Also when we get there, it [Uber] needs to wait for us. I 
am also struggling because I am not working. I have no source 
of income except her grant and a grant that I made for having 
her.’ (Sophi)

The health challenges of these mothers accompanied 
by  financial constraints and transport issues are all 
highlighted within these findings. These challenges all 
impact on their capacity to provide the care needed for 
their CWD. 

TABLE 2: Challenges and enablers to caregiving for mothers of children with 
disabilities.
Themes Sub-themes

Challenges to caregiving
Living in the water Poor living conditions
Alone and isolated A sense of abandonment

Stigmatisation
I am struggling Financial challenges
Enablers of caregiving  
Spirituality Finding practical support

Spirituality as empowerment and consolation
Supportive attitudes Helpful healthcare professionals

Helpful neighbours and supportive family members
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Enablers of caregiving
This theme highlights the factors that support caregiving for 
the mothers of CWDs. 

Spiritual belief systems
The mothers described how their faith made a difference in 
their lives in these challenging situations. 

Finding practical support
Spirituality for half of the mothers in this study was a 
supportive and a positive factor in their lives. It was not only 
about the internal strength but also about finding practical 
help within the faith community. One mother stated how 
someone at church was able to give her a helpful referral: 

‘I got in contact with a doctor at Nomzamo through a friend 
I  attended church with who advised that I take him to that 
doctor. One of the ears could not hear at all, the other could 
partly hear. Now he was already older about 11–12 years old and 
was able to tell that this side mama cannot hear and this side I 
can hear a little bit. So, at Nomzamo they gave me a letter to 
Tygerberg [Hospital] where we got a date booked to take him 
there. At Tygerberg they then did lots of tests and confirmed that 
one ear cannot hear and the other partly hears.’ (Pat) 

Spirituality as empowerment and consolation
Spirituality is seen as an encouragement, so that they do not 
give up and continue to care for their children. However, 
even the capacity to always attend church is affected by the 
need to constantly tend to their child. One of the mother 
stated the following in this context:

‘Yes, I get to see and feel encouraged by prayer.’ (Maria)

‘I used to go with her when she was still small, put her on 
my back and just sit with her and just sing at church. So now 
that she’s grown, I do not afford to go because when I leave 
her on this wheelchair, I have to stay an hour and keep 
checking how she’s doing because there is no older person.’ 
(Sophi)

In addition, the presence of helpful healthcare professionals 
within the clinic space was a strong facilitator to caregiving.

Supportive attitudes
This theme speaks of the benefits of having a supportive 
community that contributes to their capacity to give care to 
their children.

Helpful healthcare professionals
This sub-theme showcases the importance of healthcare 
professionals in the lives of mothers of CWDs, and how the 
assistance of these professionals impacts on the lives of 
the  mothers and their capacity to care for their children. 
The  mothers highlight how the positive attitude of the 
physiotherapist at the clinic they attend meant that they were 
able to receive help immediately when they arrived at the clinic. 
This help and kindness are deeply appreciated by the mothers:

‘Yes, I get help immediately as I usually go to the physio. Like 
when I need to change the chair.’ (Sophi)

‘Recently I like Nomzamo clinic. I never got any problem 
at Nomzamo clinic. I never had any query. When I get there, I 
get attended to. I wait like everyone does until I get called and 
I get satisfied. There is nothing, I can complain about.’ (Bea)

The value of the community health worker in accessing 
healthcare for their children was highlighted in the following 
dialogue: 

‘She’s a nice lady. Uh, every time if I have a problem, she helped 
me. She asked me, uh, X, you need something? I said yes. I need 
something. I have a problem. She said, okay, okay, it’s fine. I’m 
gonna help you.’ (Ina) 

Supportive family and helpful neighbours made a positive 
difference, as discussed next. 

Helpful neighbours and supportive family members
Two participants had positive experiences of family members 
who played an important role in their lives by supporting 
them to be able to provide adequate care for their CWDs. The 
following participant has family members who assist and 
support her in caring for her child with cerebral palsy. This 
support is an enabling factor influencing her provision of 
care to her CWD:

‘Ok my family helps at times when I need to go somewhere then 
someone would come and help with X. Also with feeding.’ 
(Maria)

Another example is the participant who confirmed financial 
assistance from her sister: 

‘Yes, my sister, is working by, uh, staying there by Free State. She 
is sending me [money].’ (Ina)

The neighbour of a participant assists and enables her with 
the storage of her food for her family: 

‘I do not have a fridge and the microwave since January that they 
broke. I do not have any other way. When I buy meat, I ask the 
next-door neighbour to keep for us. It’s not easy. My problem is 
that, I do not like that people know about what happens in our 
home. My fridge is a cupboard it’s not a lie.’ (Bea)

This theme highlights the supportive role family and 
neighbours can play as important enablers of caregiving for 
mothers of CWDs in the community.

Discussion
The specific influences of the caregiving experience that 
emanated from the study for mothers of CWDs are presented 
and discussed is this section.

Challenges to caregiving
Inherent challenges 
There are mental and inherent factors that influence 
caregiving for mothers of CWDs. These are factors 
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immanent in individuals, their mindsets, and the personal 
challenges that they have which may act as a challenge to 
caregiving. These factors form part of the social 
determinants of health. In 2001, the World Health 
Organization (WHO) highlighted 10 social co-determinants 
for health, namely: class; stress; early life; social exclusion; 
work; unemployment; social support; addiction; food; and 
transport (Marmot & Wilkonson 2005 in Mc Nair 2017). These 
overlapping categories determine one’s health and are 
issues of human rights. Some inherent factors are enablers, 
while some are challenges to caregiving.

The mothers carry a great deal of anxiety about their home 
and family, which subsequently impacts their own health 
and well-being (Gilson et al. 2018). Concurring with the 
study outcomes, literature highlights the high levels of 
stress, anxiety and depression caregivers of CWDs 
experience when compared to other mothers of ordinary 
developing children (Masefield et al. 2022). Mothers spend 
a significant amount of time on caregiving and enabling the 
participation of their children in life on a daily basis (Harris 
et al. 2022). Caring for a child with special needs is very 
demanding for the parents (Rani, Gupta & Anand 2022), 
leaving them constantly exhausted (Ndirangu & Midigo 
2019). Caregivers often report that less time is spent on self-
care, relaxation, sleep and access to healthcare for themselves 
(Harris et al. 2022). The mothers in this study often focus on 
caregiving as their priority, while neglecting themselves. 
The flip side of ignoring their own need for support is that 
this will eventually impact on their own capacity to care for 
their children. The demands placed on these mothers make 
them quite vulnerable (Gilson et al. 2018). Mothers of CWDs 
will benefit from mental health literacy training that will 
facilitate their caregiving process (Gilson et al. 2018) by 
giving them the required skills to cope with the great 
demand caregiving puts on them.

Financial constraints and unemployment
The mothers of CWDs are financially constrained 
constantly as it costs more to care for a child with a 
disability, than a  regular child (Jansen‑van Vuuren et al. 
2022). Social grants they receive are not enough, and they 
have to go to loan sharks and have to borrow money at 
exorbitant interest rates, which means that some of them 
may remain so indebted that they are unable to afford 
transport to take themselves and their children to the 
clinics. Research shows that because of the amount of time 
given to take care of their child with a disability, these 
mothers struggle to find gainful employment, as they 
cannot afford daycare. Scott (2018), argues for a 
reorganisation of the workspace, and current 
understanding of work, to include and accommodate the 
specific challenges of caregivers, especially mothers of 
CWD. In this context, there is a need to rethink of the 
world of work. To create spaces for informal or negotiated, 
flexible employment opportunities, and skills development 
to support the capacity of these mothers to be able to work 
and earn an income, while taking care of their CWDs. 

Stigma is still a dominant challenge
The study found that stigma remains one of the biggest 
challenges for mothers of CWDs in Africa (Jansen‑van 
Vuuren et al. 2022). Stigma comes from family, healthcare 
professionals, the community among others. Stigma is a 
complex phenomenon, which coupled with negative 
attitudes, can lead to social and economic exclusion (Smythe, 
Adelson & Polack 2020). The authors categorise stigma into 
‘anticipated stigma’ (the expectation of encountering stigma), 
‘internalised (or self) stigma’ (a sense of shame, guilt and 
fear) and ‘experienced stigma’ (discrimination). Sources of 
stigma can include the community, health staff, teachers, 
laws and policies, and this includes ‘enacted stigma’ (which 
refers to discrimination) and ‘negative attitudes and 
prejudice’ perpetuated by others, social processes or 
structures (Smythe et al. 2020:509). The study outcomes 
reported on most types of above-stated stigmas identified, 
aside from the enacted stigma, as there wasn’t a focus on 
policies. Participants in this study experienced ‘anticipated 
stigma’ because they often expected to encounter stigma, and 
one can see how their narratives of ‘experienced stigma’ 
(discrimination), within their immediate environments could 
inform these expectations. Literature shows that stigma is 
still one of the biggest influencers of the disability experience 
within the continent, and often leading to internalised (or 
self) stigma’ (a sense of shame, guilt and fear) (Smythe et al. 
2020). It is, however, noteworthy that the mothers here, did 
not display a sense of shame or guilt, but rather fear. Fear of 
the unknown, fear for the future of their children, after they 
have passed. Rather than displaying shame or guilt, some of 
them seemed to have accepted their situation, and rather 
hoped for some helpful intervention to be able to take care of 
their children. This acceptance may be informed by their 
personal spiritual belief systems.

A general sense of isolation and the lack of personal and/
or familial support systems
Participants refer to staying indoors to avoid dealing with 
the negative attitudes of neighbours, and the insults and 
stigmatisation of their CWDs. There is often a sense of 
abandonment from family as breakdown of the family is very 
common and isolation from friends and family is experienced 
(Masefield 2022). Mothers of CWDs experience spousal 
abuse, with high absenteeism of fathers in their lives, leaving 
the mothers to become sole carers of their CWDs (Mc Aulliffe 
et al. 2018). There is a gendered view to the discrimination 
that these mothers face, that is informed by some pervasive 
community culture and negative attitudes (Jansen-van 
Vuuren et al. 2021; Van der Mark et al. 2019b). Mothers are 
often blamed for the disability their child have (Bani & Lach 
2024). The dominant belief system of disability within the 
African context is still often linked to spiritual and socio-
cultural issues, and the mother is often blamed for the 
situation (Chirwa 2017). This situation informs issues of 
negative attitudes and subsequent abandonment that 
follows, facilitating a lack of support and disruption in their 
lives that often impact on their caregiving capacity or quality 
of care they give to their children.
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Factors supporting healthcare 
access 
Spirituality and personal beliefs
A scoping review of 15 African countries, related to the 
factors that impact the quality of life of families of CWDs 
within the African context, revealed that there is a strong 
influence of spirituality as both a positive and negative 
facilitator of well-being for these families (Jansen‑van Vuuren 
et al. 2022). The study’s outcomes posit spirituality as a 
positive factor. Mothers who participated in this study say 
spirituality supports their well-being. Spirituality plays a 
significant role in the way mothers of CWDs experience the 
disability of their child. Being aware of, and inculcating the 
spiritual paradigm, while utilising effective communication 
methods is vital to the mothers, will help them to support 
their children more effectively (Smith & Blamires 2022). 
Mothers of CWDs highlight the role of spirituality in 
providing them with hope, solace and confidence through 
the challenges (Yilmaz et al. 2019). In the African context, 
spirituality is perceived to be crucial to improving the quality 
of life of CWDs and their families (Jansen Van Vuuren et al. 
2021). Spirituality provides purpose (Ohajunwa & Mji 2018) 
builds internal support and strength for these mothers to 
continue with their care duties for their children, despite the 
challenges experienced.

Inclusive healthcare practices
The inclusive healthcare practices and helpful professionals 
have great significance for the experience of well-being 
in  the  lives CWD and their mothers (Yu et al. 2024). 
The  implementation of inclusive healthcare by health 
professionals and managers potentially decreases health 
inequalities. 

Inclusive health practices do not only refer to the healthcare 
professional in the facilities alone but also include the CHWs 
who often come to the homes to administer healthcare 
support. Parents of CWDs identify Home and Community 
Based Services (HCBS) as important to the well-being of their 
children (Bruton et al. 2024). The HCBS bring healthcare 
support closer to the mothers, especially as the mothers’ 
struggle with financial constraints and stigmatisation of their 
children, rather choosing sometimes, to stay indoors in 
avoidance. Research from Uganda equally reflects the use 
of  healthcare planners in prioritising at community and 
health facility levels for the improvement of prevention, 
management and rehabilitation programmes for CWDs 
(Katongole 2024). Social workers are also encouraged to 
integrate their services with health professionals in order to 
improve care for mothers, and to work closely with 
policymakers to improve support provided to families with 
special needs (Jafree & Burhan 2020). Healthcare services as 
implemented by NPOs such as Masincedane Community 
Service are also important in the community to support 
mothers of CWD in their bid to provide the best caregiving 
to their CWDs. 

Conclusion
Mothers of CWDs are often the primary caregivers or the 
only caregiver, and certain factors influence their capacity to 
care for their CWD; the main influencers being poverty and 
stigma as challenges, and spirituality and inclusive and 
helpful healthcare professionals as a support system. 
Although the mothers of CWDs in this study struggled with 
poverty and financial constraints, the sense of isolation and 
abandonment caused by stigmatisation is clearly evident. 
Some mothers stay indoors to avoid dealing with the negative 
attitudes of neighbours. Hence, disability advocacy is 
encouraged to continue educating the community about the 
value of people with disabilities and supporting the rights of 
CWDs (Hepperlen et al. 2021). One can safely argue that any 
support given to mothers of CWDs will ultimately enhance 
their capacity to care for their children.

The mothers carry a lot of anxiety and worry about their 
children, which creates some inherent challenges that can 
impact their ability to support their children’s healthcare needs. 
One recommended way to support mothers is the utilisation of 
their personal spiritual belief systems to create a community of 
support. Involving spiritual and religious leaderships in 
initiatives that focus on non-discrimination and disability-
related support will be helpful. A more inclusive community 
would reduce their sense of isolation and abandonment, 
enabling them further towards caregiving for their children.

We also advocate for the healthcare system to implement a 
dual support system that supports mothers of CWDs as 
well as their children. The focus must be on providing 
optimal healthcare for mothers together with their CWDs. It 
should be priority to have a dual care programme that 
simultaneously assesses the mental health of mothers at 
community healthcare facilities, whenever they seek 
medical care for their children. This is because of the heavy 
burden of stress they carry. The role of CHWs in providing 
support and education to the mothers of CWDs at their 
homes on a regular basis is very important to address the 
isolation and stigma these mothers face in the community. 

Limitations
This research is limited to a small geographical area of 
Lwandle. Therefore, the findings may not be transferable to 
other populations from different contexts. Another limitation 
is that this research was only open to participants who 
received services from Masincedane Community Service. 
Other potential participants in the area who did not receive 
services from this NPO were thus excluded. Because of this 
being a master’s thesis, the scope of the study and time 
constraints meant that only a small sample of participants 
could take part in this study. 
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