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mothers of disabled children with 
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Introduction: Caring for profound and multiple intellectual disabilities (PIMDs) 
children presents greater challenges than caring for mild-to-moderate disabili-
ties children. Therefore, the life experiences of mothers, frequently the primary 
caregivers of such children, constitute a rich source of practical knowledge. This 
study aimed to examine mothers’ perception of empowerment in the context of 
caring for their children, aiming to enhance the contemporary understanding of 
empowerment within disability studies through an interpretive perspective based 
on lived experiences.
Methods: A qualitative exploratory design was used, based on semi-structured 
interviews with 18 mothers of PIMDs children.
Result: The results revealed diversity in mothers’ perceptions of empowerment, 
with each mother’s understanding linked to her personal context and experience. 
However, common patterns emerged reflecting similar childcare experiences. 
The findings were organized into five main dimensions representing the areas of 
empowerment perceived by mothers.
Discussion: The discussion suggests that maternal empowerment is not under-
stood as a static state or a direct result of institutional support but rather as a 
dynamic process gradually shaped by lived experiences and daily situations. This 
model is described as the concept of Lived-Experience-Based Empowerment 
(LEBE). A comparison with prevailing disability models indicates that, although 
this concept shares some assumptions, it expands upon them by highlighting 
the pivotal role of lived experience in shaping the meaning of empowerment.
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1 Introduction

The concept of empowerment is central to disability studies and is linked to theoretical 
shifts that have transformed the understanding of disability from traditional models, which 
view it as an individual problem attributed to impairment, to contemporary models of dis-
ability that see it as a phenomenon shaped within broader social and structural contexts (Dan, 
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2020). Academic and professional interest in empowerment has 
grown, as it has emerged as a central value in the fields of social work, 
rehabilitation, community psychology, and policymaking. This 
increased interest reflects growing criticism of the medical model’s 
limitation, increasing awareness of the importance of involving dis-
abled people and their families in decision-making, and accumulating 
evidence indicating that empowerment is linked to improved social 
functioning, enhanced quality of life, and greater social inclusion 
(Dan, 2020; Stoykova, 2021; Tören and Aslan Açan, 2024). This shift 
has contributed to a re-evaluation of the roles of families, particularly 
parents of disabled children, as key actors in supporting their chil-
dren’s development, rather than merely recipients of services or care, 
as indicated by literature highlighting that contemporary care has 
empowered parents of disabled children’s central aim. It aims to 
strengthen their ability to support their children and actively partici-
pate in decision-making, unlike traditional models that prioritize 
expert input only and marginalize parents (Fischer and Goodley, 2007; 
Federici et al., 2008; Mahmic et al., 2021).

Contextually, the literature on empowering parents of disabled 
children has expanded, recognizing them as pivotal partners in their 
children’s development. Scholars have widely reviewed literature on 
empowerment for parents of mild to moderate disabled children. 
Emphasizing that such empowerment enhances parents’ ability to 
manage daily challenges, improves access to resources, reduces stress 
(Nachshen and Minnes, 2005), strengthens cooperation with service 
providers, increases parents’ influence over decisions and services, and 
encourages active participation in designing programs that meet their 
children’s needs (Alsem et al., 2017; Banach et al., 2010). This review 
included studies from the United States (Banach et al., 2010; Burke et 
al., 2019, 2021; Koren et al., 1992; Murray et al., 2013), Israel (Itzhaky 
and Schwartz, 2001), the Netherlands (Alsem et al., 2017), Australia 
(Dempsey and Dunst, 2004), South Korea (Han et al., 2018), Canada 
(Nachshen and Minnes, 2005; Weiss et al., 2012), and Japan 
(Wakimizu et al., 2011, 2017, 2022). Similar research has been con-
ducted in the Arabic context, including Egyptian (Asran, 2018; 
Alnemr, 2020; Halat, 2012) and Jordanian studies (Alahmad, 2017; 
Almosaadah, 2010; Damra, 2015), as well as in Saudi Arabia (SA), 
although the published studies are limited. For example, Aldalbahi 
(2018) conducted a study in Dawadmi City examining social support 
and psychological empowerment among working and nonworking 
mothers of mild intellectual disabled children.

Despite this widespread interest and notions of empowerment 
developed within the context of mild to moderate disabilities, con-
cerns have been raised regarding their conceptual applicability to the 
highly specific contexts of severe disabilities such as PIMDs. This clas-
sification represents one of the most severe and complex forms of 
chronic disability, as it affects multiple organ systems and requires 
lifelong specialized medical and educational care (Rousseau et al., 
2023). As conceptualized by Nakken and Vlaskamp (2007), this condi-
tion is characterized by two core features: profound intellectual dis-
ability and profound motor disability, along with additional severe 
impairments, including visual and hearing limitations, chronic health 
problems, and minimal verbal understanding or engagement. 
Communication is also perceived as problematic because of the sever-
ity of disabilities, which causes children to use nonverbal and non-
symbolic expressions through gestures, facial expressions, sounds, and 
body movements that are not easy to understand for those not close 
to the child (Aljaser, 2017). As Rankin and Regan (2004) argued, the 
condition is marked by both breadth, resulting from multiple 

co-occurring disabilities, and depth, owing to the severity of these 
impairments.

This approach characterizes caregiving as highly intensive, featur-
ing disordered and unsettled parenting experiences (Aim et al., 2023; 
Tadema and Vlaskamp, 2010; Woodgate et al., 2015). Parents engage 
in hands-on care tasks such as feeding, bathing, lifting, positioning, 
and operating medical equipment (Geuze and Goossensen, 2021; 
Luijkx et al., 2017); coordinate complex medical appointments and 
services (Geuze and Goossensen, 2021); marshal resources including 
transportation and financial aid (Aim et al., 2023; Woodgate et al., 
2015); and remain alert to unpredictable crises such as seizures and 
respiratory distress (Geuze and Goossensen, 2021), which become 
increasingly concerning as their children grow older (Luitwieler et al., 
2021). Empirical evidence reveals that such parents dedicate approxi-
mately 4–6 h to direct care daily and an additional 6.5 h to uninter-
rupted supervision, with mothers bearing most of the burden 
(McCann et al., 2012). Consequently, parents of severe disabled chil-
dren a lower quality of life than parents of mild-to-moderate disabled 
children (Luitwieler et al., 2021; Sulaimani et al., 2023). This experi-
ence includes physical strain from caregiving responsibilities, sleep 
deprivation that compromises their own health, financial difficulties 
(Baumstarck et al., 2025; Geuze and Goossensen, 2021), emotional 
challenges stemming from chronic anxiety about their child’s survival, 
persistent fear of premature death, relentless cycles of grief 
(Baumstarck et al., 2025; Geuze and Goossensen, 2021; Smith et al., 
2015), and social isolation due to the inability to leave their child unat-
tended as well as stigma from extended family members (Huang et al., 
2010; Woodgate et al., 2015).

Therefore, revisiting the concept of empowerment in these contexts 
is a cognitive necessity for understanding how it is shaped and what it 
means in the context of intensive, long-term caregiving experiences. 
However, research on empowering parents of PIMDs children remains 
limited and largely quantitative, relying on standardized tools, such as 
parental empowerment scales (Family Empowerment Scale, FES; Koren 
et al., 1992) and quantitative work in Norway (Kalleson et al., 2019) and 
Japan (Fujioka et al., 2015; Wakimizu et al., 2016). Such work creates a gap 
in understanding empowerment because standardized scales, even when 
they have high psychometric validity, may overlook important aspects of 
parents’ lived experiences and limit the identification of empowerment 
elements shaped by different contextual challenges (Singh et al., 1995). For 
instance, based on its items, FES (Fujioka et al., 2015; Kalleson et al., 2019) 
conceptualizes empowerment as a parent’s ability to navigate and partici-
pate in existing service structures without fully addressing the wider sys-
temic issues and broader social change. To mitigate these challenges, 
scholars often use qualitative designs that capture experiences that cannot 
be measured quantitatively (Tenny et al., 2022). However, the qualitative 
work on empowerment in PIMDs research is limited. Among the few 
published works is a study by Reeder and Morris (2021) in the UK focus-
ing on how 14 parents of long-term disabled children experienced 
empowerment during their interactions with pediatric health profession-
als. Although relevant, the study failed to explicitly explain the nature of 
children’s disabilities. Therefore, some parents may have been caring for 
children who did not meet the criteria for PIMDs. The study also provides 
only micro-level insights from specialized healthcare settings, without 
considering the wider challenges that parents face in daily life.

Therefore, to expand the understanding of empowerment beyond 
the narrow frameworks of functional needs assessment and health 
contexts, understanding how empowerment is embodied in the daily 
lives of caregivers is essential as they care for their children and 
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interact continuously with the environment and services (Dempsey 
and Dunst, 2004). The lived and accumulated experiences of parents 
form the basis for a deeper understanding of empowerment, as daily 
care practices and continuous interaction with different systems yield 
knowledge derived from direct encounters with the challenges of dis-
ability and continuous adaptation to its requirements (Clifton et al., 
2025; Gona et al., 2018).

This topic gains added significance in the SA context, where ser-
vices for PIMDs children are distributed among multiple entities and 
mothers often bear the primary responsibility for daily care. Given the 
rapid social and institutional transformations in SA, particularly in 
light of the Saudi Vision 2030 objectives related to the quality of life 
and enhanced community participation, examining how the concept 
of empowerment is shaped within this specific social and cultural 
framework becomes pertinent. Since he concept of empowerment is 
shaped by cultural and institutional contexts (Hui et al., 2004; Monje-
Amor et al., 2021; Tören and Aslan Açan, 2024). which supports the 
need to study empowerment from within the lived experience of the 
targeted local populations. Given these circumstances, how mothers 
of PIMDs children perceive the concept of empowerment in their 
daily lives and how this concept is formed through their ongoing 
interaction with caregiving roles, service systems, and the broader 
social context requires deeper understanding. Therefore, this study 
aimed to explore mothers’ perceptions of empowerment and analyze 
the dimensions through which it manifests in their lived experiences. 
To achieve this goal, the study addressed the following questions:

	•	 How do mothers of PIMDs children perceive the concept of empow-
erment through their lived experiences?

	•	 How does their concept of empowerment intersect with models of 
disability, and where does it go beyond them?

2 Methodology

2.1 Study design

Given the shortcomings of quantitative studies and their reliance 
on standardized tools that do not reflect the lived experiences of par-
ents of PIMDs children, adopting an approach that captures the phe-
nomenon of empowerment through verbal description, interpretation, 
and discussion is essential to reveal meanings that cannot be reached 
through traditional quantitative methods. Therefore, this study 
adopted a qualitative, exploratory, and constructivist approach, which 
sought to explore the concept of empowerment as perceived by moth-
ers through their life experiences and then develop an empowerment 
model based on field data. This approach allows for a deep under-
standing of the phenomenon through verbal description, interpreta-
tion, and discussion (Anderson and Arsenault, 2002; Matthews and 
Ross, 2010), enabling the study to capture the individual meanings 
that mothers of PIMDs children ascribe to the concept of empower-
ment and the life experiences that formulate this concept.

2.2 The researcher’s position and reflectivity

Given that this study adopted a qualitative interpretive approach, 
clarifying the researcher’s position and role in the data collection and 
analysis process and the potential impact this might have on 

interpreting the results was essential. This study stems from my aca-
demic background in special education, particularly in dealing with 
PIMDs, which has shaped my interest in family support and empow-
erment in this specific context. This heightened my sensitivity to the 
complexities of mothers’ experiences and helped me build a trusting 
relationship during data collection. Simultaneously, I was aware that 
my professional experience might influence interpretation; therefore, 
I adhered to a systematic, reflective approach that included continuous 
frequent revisits of the original data, documentation of analytical deci-
sions, and ensuring that the findings were based on the participants’ 
own narratives of their lived experiences, rather than preconceived 
assumptions.

2.3 Data collection

Data were collected through semi-structured individual inter-
views that allowed participants to articulate their views on abstract 
topics (empowerment) (Gray, 2014). This enabled participants to 
express themselves freely and on their own terms, producing deeper 
insights and a more comprehensive understanding of their values and 
perspectives (Rubin and Rubin, 2012). Individual interviews also 
allow for the observation of nonverbal cues, which play a vital role in 
interpreting perspectives (Aljaser, 2020; Matthews and Ross, 2010).

The interview protocol included a set of open-ended sub-ques-
tions designed to allow mothers to freely express their conceptions of 
empowerment and recall life experiences and situations that contrib-
uted to shaping this concept. This was accomplished by focusing on 
the following areas: (1) Personal experiences and child and family 
characteristics, which were captured using questions such as, “Tell me 
about yourself and your child,” “What are your child’s needs? Do you 
see them as multiple?” and “What were your feelings when your child 
was born?” and questions about the stages of care and their difficulties 
compared with the current stage; (2) Understanding empowerment 
from the mothers’ perspective, targeted using questions such as, “How 
do you define empowerment?” and “What is the opposite of empower-
ment?,” “How will empowerment help you, and how will it help your 
child?” “How does this concept manifest in daily practice?” and “Why 
do you see this as empowerment for you?” (3) Factors influencing 
empowerment, captured with questions such as, “What is your source 
of strength in caring for your child?” “What are the obstacles to mater-
nal empowerment?” (4) The impact of parental and school character-
istics on feelings of empowerment and examples of life experiences in 
which they felt empowered. (5) Mothers’ knowledge of local and inter-
national empowerment systems. A pilot interview was conducted with 
two participants outside the main sample to ensure that the questions 
were consistent with the study objectives and clear to the participants. 
Revisions to the wording of some items were made before the inter-
views began.

Most interviews were conducted face-to-face to ensure direct 
communication for a better understanding of participants’ concepts 
of empowerment and life experiences. However, a few interviews 
were conducted via Zoom with mothers who lived outside the cen-
tral region (the researcher’s city) or those who required additional 
interview sessions. After each interview, I reviewed the key points 
with the mothers and paraphrase what they had said to ensure that 
their meanings were accurately understood and to allow them to 
clarify any details when needed. This process helped enhance the 
credibility of the interpretations and the accuracy of the extracted 
meanings.
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2.4 Participation

Given the typically small sample size used in qualitative research, 
a purposive sampling strategy was adopted to recruit participants who 
could provide information relevant to the study objectives (Cohen et 
al., 2010). Participants were included if they were mothers of PIMDs 
children over 2 years of age or adults and had experience in accessing 
local services. This study targeted mothers because they often bear 
primary caregiving responsibilities and are more involved in caregiv-
ing and advocacy (Burke et al., 2021; Smith et al., 2015; Tadema and 
Vlaskamp, 2010), which makes their life experiences more insightful.

Children’s characteristics were verified to ensure alignment with 
PIMDs characteristics; specifically, profound intellectual disability 
with a score below 25–20, severe motor disability, and accompanying 
sensory and health disabilities; mothers of children with multiple dis-
abilities were excluded (Aljaser, 2025). In SA services for disabled 
children are distributed among several government ministries, each 
providing specific types of support. While the Ministry of Education 
supports mild and moderate disabilities children through inclusion 
programs and specialized centers, the Ministry of Human Resources 
and Social Development provides care for severe disabled children in 
residential and daycare centers. Children who do not attend these cen-
ters receive health and rehabilitation services from the Ministry of 
Health (Aljaser, 2025).

The participants were recruited through various channels, includ-
ing special education centers, hospitals, and social media platforms. 
The selection process also relied on referrals from participating moth-
ers, who helped connect the researcher with additional mothers. 
Participants were successfully recruited from diverse geographic areas 
of SA to obtain a range of caregiving experiences. This included the 
central region, which comprised most of the sample, along with the 
southern and western regions (Table 1 summarizes the characteristics 
of the participants).

Participation in the study was encouraged through flexible sched-
uling, repeated invitations, and reassurance regarding the value of 
mothers’ perspectives. Some mothers, especially in the early stages of 
childcare, initially lacked time or emotional energy; however, a calm 
conversational style that created a safe and comfortable setting 
reduced their hesitation and enabled many to complete the interviews. 
The sample size was determined according to qualitative research 
principles that prioritized analytical depth over statistical generaliza-
tion. Data collection continued until subject saturation was reached. 
The sample size was gradually determined concurrently with the data 
collection and analysis. As the interviews progressed, the data were 
examined continuously to observe the emergence of new meanings or 
patterns. Subsequent interviews revealed a clear repetition of the par-
ticipants’ experiences and issues, with further interviews failing to 
yield new ideas or themes related to the study topic. Based on this 
analytical repetition, data collection was discontinued once a sample 
of 18 mothers was reached, as this number was deemed sufficient to 
support the qualitative analysis and achieve the study objectives.

2.5 Data analysis

The codes were developed manually using a thematic analysis 
approach (Braun and Clarke, 2006) without using any qualitative 
analysis software. This approach included a series of systematic steps, 
beginning with repeatedly reading the interview transcripts (the raw 
data) to form a preliminary and comprehensive understanding of their 

content; revisiting and listening to the recordings while reading the 
transcripts verbatim; and forming initial notes about possible ideas, 
feelings, and patterns, which helped the researcher understand the 
depth of the data before commencing coding. This was followed by 
the initial coding of relevant sentences and phrases, where recurring 
concepts and defining features were identified inductively based on 
the data, without imposing any preconceived theory (Braun and 
Clarke, 2006) and paving the way for the emergence of new meanings 
that are not captured by ready-made theory (Matthews and Ross, 
2010). To answer the first question concerning mothers’ concepts of 
empowerment, their narratives were analyzed by linking their defini-
tions of the concept to the life experiences they had recounted during 
the interviews. This connection between “what the mother says” and 
“what she actually experiences” indicates that empowerment com-
prises the intersection of personal understanding with the lived expe-
rience of mothers.

Data analysis began after a series of initial interviews during 
which the transcripts were repeatedly transcribed and read to ensure 
a thorough understanding of the content. The data were manually 
coded line-by-line, focusing on phrases that reflected participants’ 
experiences and meanings related to the study topic. As the analysis 
progressed, the codes were continuously reviewed and compared 
across interviews, with similar codes being merged, refined, and irrel-
evant ones eliminated. This iterative process led to the progression 
from initial codes to broader categories and then to overarching 
themes, which were subsequently grouped into larger analytical clus-
ters to minimize overlap and enhance the level of analytical abstrac-
tion. These procedures ensured that the results were directly based on 
the participants’ data and reflected the common patterns in their 
experiences.

Finally, the results were interpreted and placed within the broader 
context of previous literature, enhancing their objectivity and clearly 
demonstrating how this study bridges existing knowledge gaps and 
expands our understanding of empowerment in disability studies.

2.6 Ethical consideration

This study was approved by the Research Ethics Committee of 
King Saud University and adhered to the university’s King Saud 
University Research Ethics Policy (2015) regarding studies involving 
human participants, data collection and storage, and the management 
of personal information. The study objectives and procedures were 
explained to all participants to ensure their understanding of the 
research and the importance of their participation. Participation was 
entirely voluntary, and the participants were informed of their right to 
decline to answer any question or withdraw at any time before or 
during the interview without repercussions. They were also informed 
that their individual interviews would be recorded to ensure accurate 
documentation and data analysis. To guarantee confidentiality, par-
ticipants’ names were replaced with codes, and all collected data were 
used solely for scientific research purposes.

2.7 Trustworthiness

Trustworthiness was ensured through validity, reliability, repro-
ducibility, and confirmability (Matthews and Ross, 2010). Validity was 
enhanced by collecting data directly from mothers, frequently review-
ing audio recordings, clarifying interview questions as needed, and 
discussing the collected data with participants to ensure accuracy and 
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validity. Reliability was addressed through pilot interviews, which 
helped refine the interview tools and techniques, as well as regular 
revisions to ensure consistency throughout the data collection process. 
Additionally, the analysis and results were reviewed by expert col-
leagues in the field to ensure methodological consistency and accuracy 
of interpretation, along with frequent references to the original texts, 
to verify that the topics accurately presented the participants’ concept 
of empowerment and the life experiences shaping it, ensuring that all 
important and recurring ideas were included in the final analysis. To 
enhance reproducibility, purposeful and representative samples were 
used along with detailed descriptions of the participants and their 
contexts, allowing readers to assess the applicability of the findings in 
similar settings. Confirmability was achieved by preserving the origi-
nal data from the recordings and reflective notes, minimizing 

researcher bias, and ensuring that interpretations were based directly 
on the data. Participants were also given ample time to reflect during 
the interviews, and post-analysis communication was used to clarify 
answers when needed.

3 Results

3.1 Dimensions of empowerment as 
experienced by mothers

The analysis revealed diversity in the mothers’ perceptions of the 
concept of empowerment, with each mother expressing an 

TABLE 1  Demographic characteristics of the study participants.

Participants Employment 
status

Household 
income level

Marital 
status

Educational level Birth 
order of 
the child

Type of support 
provided to the 
child

p1 Unemployed Middle-income Married Middle level education First child in 

the family

Special education center 

for severely disabled

p2 Unemployed Middle-income Single mother Middle level education Last child in 

the family

Special education center 

for severely disabled

p3 Unemployed Middle-income Married Middle level education Last child in 

the family

Medical support

p4 Unemployed Middle-income Single mother Middle level education First child in 

the family

Special education center 

for severely disabled

p6 Unemployed Middle-income Married Middle level education Last child in 

the family

Medical support

p7 Unemployed Middle-income Married Middle level education Last child in 

the family

Medical support

p8 Unemployed Middle-income Single mother Middle level education First child in 

the family

Medical support

p9 Unemployed Middle-income Married Middle level education First child in 

the family

Special education center 

for severely disabled

p10 Unemployed Middle-income Married Middle level education Last child in 

the family

Medical support

p11 Unemployed Middle-income Married a middle level of 

education

Middle child 

in the family

Medical support

p12 Employed Middle-income Married Middle level education Middle child 

in the family

Special education center 

for severely disabled

p13 Employed Middle-income Married Middle level education First child in 

the family

Medical support

p14 Employed Middle-income Married High level education Middle child 

in the family

Special education center 

for severely disabled

p15 Employed Middle-income Married Middle level education Middle child 

in the family

Medical support

p16 Employed Middle-income Married High level Last child in 

the family

Medical support

p17 Employed Middle-income Married Middle level education Middle child 

in the family

Special education center 

for severely disabled

p18 Employed Middle-income Married Middle level education Middle child 

in the family

Medical support
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understanding that reflected her personal context and circumstances. 
However, the analysis also uncovered common patterns and meanings 
that recurred across the interviews, indicating shared experiences that 
contributed to a cross-sectional understanding of empowerment 
among the participants. Accordingly, the results were organized into 
five main dimensions representing the areas of empowerment as per-
ceived by the mothers, with each dimension branching into several 
related subthemes.

3.1.1 Dimension one: service-oriented 
empowerment

This dimension reflects mothers’ perceptions of empowerment 
as being linked to the effectiveness of the service system and its abil-
ity to respond to the needs of their children and families. 
Empowerment is not measured merely by the availability of services 
but by the quality, speed, and consistency of the response. Through 
actual interactions with the support system in daily life, this under-
standing was crystallized across five subthemes drawn from their 
lived experiences.

3.1.1.1 Empowerment as rapid, consistent, and 
continuous support

Mothers consistently associated empowerment with receiving 
prompt and sustained support over time. The absence of early and 
ongoing provision was not merely inconvenient but had lasting con-
sequences for how mothers were able to establish stability in their 
caregiving role. One mother explained:

Empowerment is a parenting demand. It is just like preparing a 
life for my daughter and me…she was eight years old when I 
settled down…continuous support from her birth would 
have helped.

Her framing of empowerment as a “parenting demand” positions 
it as a fundamental entitlement rather than an optional addition to the 
care system. The eight-year delay, as described by the participants, 
illustrates how the absence of early intervention, which goes beyond 
an exclusive focus on medical treatment or staying at home, forces 
mothers to live in a state of prolonged uncertainty, making it difficult 
for them to develop a positive outlook on caring for their children or 
to build a stable daily routine. Her use of the phrase “preparing a life” 
implies that empowerment is not a single event but a cumulative, 
forward-looking process that must begin at the point of diagnosis to 
be meaningful. This indicates that empowerment was linked to 
enhancing her ability to cope with future uncertainty and striving to 
build a more stable life path for her children. Another mother rein-
forced the link between the continuity of support and empowerment:

After the teacher changed, I noticed the difference. I need ongo-
ing support; I want my daughter to have a good and useful time. 
I keep receiving calls from her [the teacher] complaining about 
my daughter’s lack of interaction.

The mother’s remarks highlight how staff turnover negatively 
impacts not only her child’s progress but also her sense of empower-
ment. The transition from a supportive professional relationship to 
one characterized by complaints about the child’s behavior indicates a 

decline in the quality of support provided. This underscores that for 
mothers of PIMDs children, where developmental gains are gradual 
and fleeting, the instability of services poses a direct threat to the 
child’s well-being and the mother’s confidence in the system. In the 
local context, this reveals a gap between the nature of the needs of 
PIMDs, which require continuity of support and professional stability, 
and the operational practices in some educational environments (spe-
cial education centers) that are accustomed to managing less complex 
cases, thereby rendering stability a crucial element in the quality of 
support provided. This is directly reflected in the mother’s sense of 
empowerment, as the stability of support is linked to her confidence 
in the system’s ability to respond to her child’s long-term needs. Both 
quotes expressed a lack of service stability, whether through delays or 
staff turnover; the speed of response and continuity of support 
emerged as crucial factors in their sense of empowerment.

3.1.1.2 Empowerment as an integrated support system

Given the complex and multi-layered needs of PIMDs children, 
all mothers, either directly or indirectly, identified fragmented service 
delivery as a major barrier to empowerment. For these families who 
must interact with intervention, therapy, and medical providers simul-
taneously, disjointed communication between services placed a dis-
proportionate burden on mothers to act as intermediaries. One 
mother explained:

Cooperation is empowering. The delay in providing comprehen-
sive support will affect them more…duplication of work; every-
where I go, I get the same questions. Sometimes, I need to 
explain my child’s condition again and again.

The repetitive questioning that she described was not simply 
an administrative inconvenience. It forces mothers to relive the 
emotional weight of their child’s diagnosis at each new service 
point and signals a system that lacks internal communication. Her 
association of “cooperation” with empowerment is significant 
because it locates the problem not within the mother’s capacity 
but within the structural design of the service system itself. 
Another mother offered the following complementary 
perspective:

Empowerment is streamlined; no need to work hard to access 
service. I received a call to admit my daughter to the center 
[Special education center]…but on the condition that physical 
facilities would be provided for her.

Her definition of empowerment as “streamlined” reflects an 
expectation that the system will communicate effectively with families 
rather than leaving mothers to navigate bureaucratic procedures 
alone. Furthermore, given the limited number of specialized centers 
for PIMDs where the focus is often on medical support, the require-
ment for admission to some schools/centers to meet specific accessi-
bility criteria, reveals an organizational structure in which access to 
support is determined by institutional considerations. This places 
responsibility for compliance with requirements on the family, rather 
than managing it through direct coordination between relevant par-
ties. In the local context, where services for PIMDs children are dis-
tributed across multiple sectors with varying coordination 
mechanisms, empowerment is understood as the system’s ability to 
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function harmoniously and fulfill its responsibilities, not as an indi-
vidual effort by the mother to overcome procedural complexities.

3.1.1.3 Empowerment as collaborative partnership

Some mothers conceptualized empowerment as being rooted in 
the quality of their relationships with service providers. These 
accounts have moved beyond satisfaction with services to describe the 
relational dynamics of respect, communication, and shared decision-
making. One participant said:

Empowerment…[is] providing what should be provided. She 
[the physiotherapist] keeps me up to date with everything and 
asks me for information and feedback.

Her definition of empowerment as “providing what should be pro-
vided” reveals a normative conception of empowerment based on the 
idea of entitlement, where support is not viewed as an additional initia-
tive but as an institutional obligation that is supposed to be fulfilled with-
out constant demands from the family. This understanding was 
embodied in the physical therapist’s communication with her and his 
request for information about her child, reflecting her perception of 
empowerment as a partnership based on knowledge sharing and recog-
nition of the mother’s expertise and integrating her role in the service 
delivery process. Her participation in professional dialogue reinforced 
her sense of being an active participant in the support process and not a 
passive recipient. In the local context, where some professional relation-
ships are managed within traditional frameworks that tend to centralize 
the professional’s role in decision-making, this participatory approach is 
of particular significance. It redistributes roles between the family and 
the professional and grants the mother a recognized knowledge base 
within the rehabilitation process. Thus, empowerment is understood 
here as the mutual recognition of expertise and not merely the imple-
mentation of one-way professional recommendations.

The following quote clearly illustrates this contrast, as the mother 
describes two contrasting professional experiences in two visits seek-
ing government financial support that reflect her understanding of an 
empowering versus a non-empowering relationship:

Two visits in search of financial support gave me different expe-
riences of empowerment. Initially, it was so hard trying to 
explain my daughter’s need for financial support… The language 
used made me uncomfortable. But the second visit was so easy. 
I just sat on the sofa, and the social worker took my daughter. I 
updated the papers briefly and received the support easily and 
effortlessly, as a right.

This narrative reveals that empowerment is not only related to the 
availability of the service but also to the nature of the professional relation-
ship, which is based on mutual recognition and communication. The first 
visit required the mother to justify her child’s needs by using language she 
found distressing, placing her in a position of supplication. By contrast, 
the second visit was organized around her comfort and efficiency. This 
mother pointed out that empowerment means obtaining what is legally 
due without having to fight for it. This reveals that empowerment is not 
achieved simply by the existence of a law stipulating a right but rather 
through a professional relationship that practically activates this right and 
facilitates access to it without placing the burden of constant demands on 
the family.

3.1.1.4 Empowerment as effective service outcomes

For some mothers, empowerment is inseparable from observable 
improvements in their child’s development and functioning. The tan-
gible results of service provision served as evidence that the system’s 
investments produced meaningful changes. One mother described the 
connection as follows:

When I look at my child who has benefited from the services, I 
feel happy and empowerment… I felt like someone else when I 
started to notice how my child developed and interacted. Before, 
she would constantly cry and had trouble sleeping, but after the 
surgery and the therapy sessions, she even started communicat-
ing and playing with her brother.

The phrase “felt like someone else” suggests that the child’s 
transformation triggered a parallel transformation in the moth-
er’s identity and emotional state. Contextually, empowerment is 
not static; it is produced by witnessing change. She illustrates how 
the developmental shift from constant distress to communication 
and play did not only alter the child’s daily life but also reshaped 
family interactions, allowing siblings to engage with the child in 
new ways. This transformation is connected to a sense of empow-
erment, as evidenced by the use of the word “benefit” as a mea-
surable outcome of service provision that reinforced her sense of 
empowerment.

By contrast, other mothers’ experiences of service failures pro-
duced the opposite effect. One mother expressed deep frustration:

My son goes to the center [special education center] without 
interacting with others. I hope no one ignores him. They 
speak with less severely disabled and verbal children…teach-
ers do not respect my feelings of love and faith in my child’s 
ability.

This case raises the same issue of the unequal treatment of 
disabled children within the same service setting. As she 
expressed, neglect of her son was disheartening because it failed 
to acknowledge her belief in her child’s abilities. She saw attend-
ing the center as an opportunity to receive tangible support that 
would make a real difference, not just a token presence. This 
narrative is particularly significant because it appears within the 
context of her definition of empowerment, indicating that, in her 
view, empowerment is linked to seeing a tangible and equitable 
benefit from the services provided. Empowerment here is not 
merely about providing the service but about achieving equitable 
outcomes that reflect the effectiveness and quality of the support, 
affirming that a child’s condition—regardless of severity—does 
not diminish their entitlement to effective service.

3.1.1.5 Empowerment as conscious home-based care

Mothers also reinforced the concept of empowerment by empha-
sizing the importance of providing specialized care within the home, 
given the children’s fragile health and the difficulty of transporting 
them to service centers. In the local context, where some of these chil-
dren do not attend school, and their support is limited to sporadic 
health and rehabilitation services, home visits also emerged as a key 
mechanism for implementing empowerment, contributing to the 
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standardization and diversification of services within the child’s daily 
environment and promoting their integration. One mother explained:

Empowerment is essential for family balance through periodic 
and productive home visits and consultations by professionals 
such as social workers, occupational therapists, and others…all 
in the comfort of our home. My child spends most of his time in 
the house, especially when sick or after surgery. His sisters are 
also involved, which reflects positively on all of us… Changing 
our routine like this empowers me.

Her reference to “family balance” is analytically important because 
it positions empowerment not as an individual maternal outcome but 
as a whole-family process. The involvement of siblings in home-based 
professional visits creates shared learning opportunities and distrib-
utes the caregiving experience across the family unit rather than con-
centrating solely on the mother. Her description of the home as a 
space of “comfort” is not merely about physical convenience; it refers 
to an environment where the child is most stable and the family is 
most cohesive. Another mother added:

Empowerment for me involves flexible access to services by visit-
ing me and providing me with consultations… The flexibility 
serves as compensation for the hard days we have… My daugh-
ter is a technology-dependent child who has outgrown the old 
chair. A traditional chair was provided for her, but unfortunately, 
her motor interaction decreased because the chair was unsuit-
able for her size. Wheelchairs, splints, and other equipment must 
be adjusted continuously and quickly within the home to main-
tain normal living.

Her description of flexibility as “compensation for the hard 
days” reveals how home-based service delivery functions as a form 
of systemic acknowledgement of the extraordinary burden these 
mothers carry. The example of an unsuitable wheelchair is of par-
ticular interest. It demonstrates how a single piece of mismatched 
equipment can lead to functional regression and how the pace of 
service response either supports or undermines a child’s participa-
tion in daily family life. Her phrase “maintain normal living” encap-
sulates a core aspiration shared by many mothers in this study: that 
empowerment means enabling their child to participate in everyday 
routines with comfort and dignity.

3.1.2 Dimension two: cognitive and 
capacity-building empowerment

This dimension reflects mothers’ understanding of empower-
ment as an ongoing process of acquiring the knowledge and prac-
tical skills that enable them to care for their children consciously 
and confidently. Here, empowerment manifests as developing 
expertise, refining caregiving competencies, and the ability to 
apply specialized knowledge in daily life. For mothers of PIMDs 
children, whose medical needs are complex and constantly evolv-
ing, the ability to understand their condition and respond effec-
tively to emergencies is a crucial element of their empowerment 
experience. In the SA context, in which structured training path-
ways for families, particularly for severe disabled children, are 
not always available, a mother’s experience is gradually shaped 
through direct interaction with the child and service system. This 

makes empowerment as much about accumulating knowledge 
through daily experience as it is about formal professional  
guidance. This understanding is explored through two  
subthemes.

3.1.2.1 Empowerment as a parenting competency

All the interviewed mothers expressed concerns about their ability 
to meet their child’s needs. Empowerment, in their accounts, was 
closely tied to developing a positive self-perception as a capable 
parent, shaped by their accumulated efforts and their child’s achieve-
ments. Several mothers expressed this connection:

I learned many ways to make her happy, which was reflected in 
me. I feel motherly… Empowerment is a main ingredient of 
effective living.

I do stretching exercises daily and play games with my daughter. 
This makes me self-sufficient…I have learned many ways to 
make her happy.

When I wake up in the morning and feel that I have done some-
thing beautiful for my son, this is empowerment… My son 
brought out the best version of me. I understood the true feeling 
of happiness in any simple development. His laughter is worth 
the world.

These statements reveal that parenting self-efficacy is the pri-
mary driver of empowerment for these mothers. The first mother’s 
description of feeling “motherly” only after learning specific care-
giving techniques suggests that the identity of “mother” was actively 
constructed through the acquisition of competence. The second 
mother’s reference to “self-sufficiency,” gained through daily physi-
cal exercise with her daughter, links empowerment to practical 
autonomy in care. The third mother’s account is particularly signifi-
cant because it reframes the caregiving experience as a source of 
meaning and personal growth rather than a burden. Her ability to 
find joy in “simple development” and to describe her son’s laughter 
as “worth the world” indicates a cognitive reorientation in which 
even small milestones carry immense emotional weight. Together, 
these accounts position parenting competency not as a technical 
skill alone, but as an existential resource that sustains mothers 
through the daily demands of PIMD care.

3.1.2.2 Empowerment as access to specialized knowledge 
and expertise

Mothers with PIMDs children, particularly in the early post-
partum period, frequently described their struggle to cope with 
the rapid accumulation of diagnoses, medical terminology, and 
specialist appointments. As the number of professionals 
increased, confusion and anxiety often intensified, and in some 
cases, emotional withdrawal from the child occurred. 
Contextually, access to knowledge became the primary pathway 
to empowerment. One mother stated:

Knowledge, knowledge, and knowledge. I was in a state of fear 
that I could not describe. I had to learn how to give medications, 
home treatment, and the skills needed to use assistive equipment.
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The triple repetition of “knowledge” conveys the intensity of her 
conviction that information was the most essential resource for 
empowerment. Her description of fear that she “could not describe” 
suggests an initial state of helplessness that was only resolved through 
acquiring practical medical knowledge. For this mother, learning to 
administer medications and operate assistive equipment transformed 
her from a frightened observer into an active agent in her child’s care. 
Another mother agreed:

Certainly, knowledge plays a role in achieving empowerment, 
which is an important demand…and this distinguishes some 
mothers from others in terms of talking and discussion. I want 
to be confident when searching for everything related to my 
daughter’s disability.

This mother’s observation that knowledge “distinguishes some 
mothers from others” introduces a social dimension to the concept of 
knowledge-based empowerment. Being well informed enables moth-
ers to communicate confidently with professionals, challenge clinical 
decisions when necessary, and navigate service systems with greater 
efficiency. Knowledge, in this sense, functions as a form of social capi-
tal that determines the quality of a mother’s interactions with the pro-
fessional world. One mother further described the transformative 
impact of acquiring practical clinical skills:

I need to have some skills to support my son, as waiting to reach 
the hospital could affect him… It is essential for us as mothers 
of children with severe disabilities… The day I changed his feed-
ing tube by myself was a day I will never forget.

The feeding tube incident represented a critical turning point. Her 
ability to perform a clinical procedure independently eliminated her 
dependence on hospital-based care for routine but potentially life-
threatening tasks. The emotional weight of this moment, described as 
“a day I will never forget,” reveals that empowerment through practical 
skills is not only about technical competence but also about the pro-
found psychological shift from dependency to self-reliance in manag-
ing her child’s medical needs.

3.1.3 Dimension three: resilience and well-being 
empowerment

This dimension addresses the psychological and emotional 
aspects of empowerment as experienced in a mother’s daily life. 
Mothers described empowerment as their ability to cope with the 
pressures of daily life, maintain psychological balance, rely on family 
support as an emotional anchor that strengthens their resilience, and 
achieve a state of inner contentment rooted in faith. Three sub-
themes were identified.

3.1.3.1 Empowerment as the ability to manage daily stress

In the context of SA, where mothers often bear the primary 
responsibility for the daily care of severe disabled children, coping 
with life’s pressures become a central part of their empowerment expe-
rience. In some cases, with limited institutional alternatives, empow-
erment is shaped by the ability to manage their daily lives and 
persevere despite increasing burdens. Within this framework, daily 
stress emerged as a constant and heavy burden, leading some mothers 

to define empowerment as their ability to alleviate or effectively 
manage stress. One stated:

Having a child with multiple severe disabilities is hard and con-
stant work, and therefore it often limits the family’s day and 
activities; having a calm day makes me feel empowered, which 
is important.

Another mother added:

Empowerment is less daily stress. Before going to sleep, I feel 
anxious and afraid about managing the following day with-
out stress.

These accounts are analytically significant because they define 
empowerment not through the presence of something positive, but 
through the absence of something negative. For these mothers, a calm 
and predictable day was not a baseline expectation but an aspiration. 
This reframing of empowerment as the absence of daily stress, rather 
than mere reduction, reflects the extreme and sustained nature of 
caregiving demands in the context of PIMDs and indicates that the 
current service provision fails to provide adequate relief from 
this burden.

3.1.3.2 Empowerment as family cohesion and support

The intensive care requirements for PIMDs children often lead 
mothers to dedicate most of their time and effort to that child, poten-
tially generating feelings of guilt toward their other children. In the 
context of SA, where mothers often bear the primary responsibility for 
daily care, this feeling is exacerbated by the weight of individual 
responsibility. In this regard, the involvement of siblings and family 
cohesion has emerged as supportive resources that alleviate psycho-
logical burden and contribute to empowering mothers by sharing 
responsibilities and restoring a degree of balance within family life. 
One mother said:

Sibling support plays a major role in my feeling of empower-
ment. It is an important aspect. This way, I can take care of 
both… We play and talk and help each other.

Her account constructs empowerment as a relational and distrib-
uted process within the family rather than as an individual maternal 
attribute. The sibling’s involvement enables her to fulfill her caregiving 
obligations to multiple children simultaneously, reducing the guilt 
associated with divided attention. Another mother described a family 
holiday as a turning point in her experience:

I did not imagine leaving the city of Riyadh or my neighbor-
hood; the only outlet for me was the house garden. I will never 
forget that beautiful trip. My eldest and youngest sons were 
happy to carry her, choose the appropriate place, and play with 
her. It is essential to make all family members responsible for 
supporting [their children]. They all need to know how to take 
care of her if I am away.

This account has particular analytical weight. The mother’s initial 
confinement in her neighborhood and house garden reveals the 
degree of social isolation imposed by her caregiving responsibilities. 
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The family trip represented not only a recreational activity but also a 
fundamental expansion of her physical and social worlds. Her insis-
tence that all family members must learn to care for the child reflects 
a practical concern shared by most participants in this study: the fear 
of what would happen to their child in the event of the mother’s death 
or incapacity. For these mothers, distributing caregiving knowledge 
across the family is a form of futureproofing that constitutes a vital 
component of empowerment.

3.1.3.3 Empowerment as inner satisfaction

This subtheme emerged as the most deeply held dimension of 
empowerment, linking it directly to the faith-based perspective that 
was distinctive of this sample of SA mothers. Although reaching this 
state often required time and psychological adjustment, it became a 
transformative force that reshaped how mothers viewed their child’s 
condition and their own role. One mother expressed:

It is a choice, not a punishment. The first stage of treatment is 
satisfaction with God’s gifts. So, choose satisfaction so that God 
will be pleased with you. God provides us with the best 
arrangements.

This mother’s framing of acceptance as a deliberate “choice” rather 
than passive resignation is analytically important. She positioned satis-
faction with God’s will as the first step in the healing process, preceding 
any practical intervention. Her statement that God provides “the best 
arrangements” reflects a theological conviction that reinterprets the 
child’s disability not as a misfortune but as part of a divinely ordered 
plan. Another mother extended this spiritual reframing:

Some mothers are still living in this shell. What is in my daugh-
ter is not my fault. It is God’s choice. He could have created her 
perfect, but he created a disabled [child] in His wisdom. 
Contentment with His wisdom is strength…God chose me for a 
differently abled child because I am a good and strong mother, 
which is what the Quran says.

Her reference to “living in this shell” functions as a critique of 
mothers who remain trapped in grief or self-blame. She reframes her 
daughter’s condition as a divine decision made with wisdom and pur-
pose and derives her identity as a strong mother directly from the 
Quranic teaching. This theological reinterpretation serves a dual psy-
chological function: it removes personal guilt by attributing the child’s 
condition to God’s will and elevates the mother’s status by framing her 
selection for this role as evidence of her strength and worthiness. 
Other mothers reinforced this connection between faith and empow-
erment through the concept of divine reward:

With God, no effort or pain is wasted; it is a test, not an affliction. 
So, I will be rewarded with contentment and patience—if I am 
up to it. Oh God, make us able to withstand the test.

God wants me to be rewarded for every moment and effort. My 
path is laid with blessings all around me because I have a child 
from Heaven.

Both mothers reinterpreted their daily hardships within the frame-
work of divine testing and rewards. The first mother’s distinction 

between a “test” and an “affliction” is theologically precise and psycho-
logically consequential. Test implies purpose, growth, and eventual 
reward, whereas affliction implies meaningless suffering. The second 
mother’s description of her child as “from Heaven” and her caregiving 
path as “laid with blessings” represents a complete inversion of the deficit 
narrative commonly associated with severe disability. These faith-based 
accounts demonstrate that for SA mothers of PIMDs children, spiritual 
agency constitutes a culturally specific form of empowerment that may 
not be fully accommodated within some common conceptual frame-
works of psychological empowerment.

3.1.4 Dimension four: social-community 
empowerment

This dimension reflects the shift in mothers from individual expe-
riences to a broader social sphere, where empowerment is viewed as 
social presence and voice. This is manifested through community rec-
ognition, participation in support networks, engagement in volunteer 
initiatives, and charitable work. In the SA context, which is witnessing 
an expansion of civil society initiatives and volunteer work alongside 
growing spaces for expression on social media platforms, this partici-
pation takes on a special dimension, representing a means for the 
mother to redefine their social roles and enhancing their presence 
beyond the confines of domestic care. Three sub-themes were 
identified.

3.1.4.1 Empowerment through social media influencer 
and social networks

Several mothers described social media as their primary vehicle 
for empowerment, simultaneously functioning as a platform for advo-
cacy, peer support, and personal transformation. One participant 
explained the following:

I communicated with the community and introduced them to 
my daughter. I showed them how to communicate with her 
despite her multiple disabilities… I went out to the community 
with confidence… This is the contentment that makes me feel 
empowered.

Her account revealed a multilayered empowerment process. 
Introducing her daughter to the community through social media 
served as a form of public visibility that challenged the social invisibil-
ity typically imposed on PIMDs children in SA society. Her use of the 
phrase “went out to the community with confidence” indicates that 
digital engagement preceded and enabled physical social participa-
tion, reversing the isolation that characterized her earlier experience. 
Another mother described a more dramatic personal 
transformation:

I was afraid of people’s view… But after I created my account. I 
became another person. My followers changed me, and I 
changed them. I share my travel journey with them and love 
reading their comments about how I have changed their lives 
with their children.

The shift from fear-induced social withdrawal to active commu-
nity engagement represents a fundamental transformation of identity. 
Her statement that “my followers changed me, and I changed them” is 
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analytically significant because it constructs empowerment as recipro-
cal and co-produced rather than individually achieved. The social 
media platform created a feedback loop in which sharing her experi-
ences validated her journey while simultaneously supporting other 
parents. Her shift from fear to empowerment embodies the transfor-
mative potential of social media for parents of PIMDs children. 
Another mother identified the emotional support dimension of peer 
networks as follows:

Mothers who have children with severe disabilities are the most 
in need of additional emotional support… Professionals do not 
have time to discuss everything, but contact with other mothers 
helps a lot and empowers me. I have found friends—even sisters. 
We share experiences and motivate each other. It is support from 
a person with the same struggles.

Her observation that professionals lack the time for comprehen-
sive emotional support reveals a gap in the formal service system filled 
with peer networks. Her description of fellow mothers as “friends—
even sisters” indicates the depth of solidarity formed through shared 
experience of medical emergencies, hospital visits, and navigating 
unfamiliar resource systems. These relationships provide a form of 
experiential knowledge and mutual validation that professional sup-
port cannot fully replicate.

3.1.4.2 Empowerment as community recognition and 
appreciation

Several mothers linked empowerment directly to receiving 
recognition and appreciation from their communities and profes-
sionals with whom they interacted. This recognition was not 
sought as praise but valued as an affirmation of their labor and 
competence in a role that is often socially invisible. One mother 
explained:

I got so many local awards as a mother who makes changes for 
children with disabilities and their parents… Every day I see 
them on my living room wall, and that is enough for me to feel 
successful and empowered.

The physical display of the awards on her living-room wall was not 
merely decorative. It functions as a daily visual affirmation of her iden-
tity as an effective advocate and caregiver, communicating this identity 
to family members and visitors alike. This public acknowledgement 
transformed her efforts from a private sacrifice into a publicly recog-
nized contribution. Another mother described empowerment as 
follows:

I feel happy when the doctor praises me and says, ‘You are better 
than the nurses. You did a wonderful job.’ This is so empowering 
and satisfying for me.

Recognition by a medical authority is particularly significant, 
because it validates the clinical expertise that mothers develop through 
daily hands-on care. The doctor’s comparison with professional nurses 
acknowledges that these mothers have acquired practical competen-
cies that rival those of trained healthcare workers. For mothers whose 
caregiving roles are often taken for granted or rendered invisible by 
the service system, such recognition constitutes a powerful form of 

professional affirmation that reinforces their sense of agency 
and worth.

3.1.4.3 Empowerment as a shift toward voluntary 
charitable organizations

Mothers also conceptualized empowerment in relation to the 
role and orientation of voluntary and charitable organizations. Their 
accounts were largely critical, identifying a gap between the poten-
tial of these organizations and their current practices. One 
mother stated:

Charitable organizations have a different nature than what we 
aspire to… They are a source of strength, but unfortunately, we 
do not find the required support from them.

Her recognition of charitable organizations as a potential “source 
of strength” combined with her frustration at their failure to deliver 
meaningful support exposes a critical disconnect between organiza-
tional intent and family needs. Another mother elaborated on the 
nature of this shortcoming:

They request financial support from members more than having 
a clear plan or projects… Society is not accustomed to them due 
to their permanent isolation in shelters or at home, often bedrid-
den, and because no project is available to introduce them to 
society positively.

This account is analytically important because it identifies two 
interconnected failures. The first is a strategic failure: the dominance 
of fundraising over program development means that these organiza-
tions lack concrete interventions that could improve families’ lives. 
The second is representational failure; the absence of projects that 
introduce PIMDs children to society perpetuates their invisibility and 
social isolation. Together, these mothers articulated a vision of 
empowerment in which charitable organizations would move from a 
traditional assistance model to a collaborative partnership that priori-
tizes family participation in decision-making and delivers sustainable 
needs-based interventions.

3.1.5 Dimension five: civic empowerment and 
quality of life

This dimension explored the civic dimensions of empowerment 
as envisioned by mothers. Empowerment is not limited to daily care-
giving but extends to controlling quality of life, participating in local 
decision-making, and striving to enrich their children’s lives by inte-
grating them into social and recreational activities. In the SA context, 
the transformations associated with Vision 2030, with its focus on 
quality of life and enhanced community participation, have contrib-
uted to creating an environment that encourages this civic under-
standing of empowerment and facilitates its shift from a private family 
experience to a broader social presence. Three sub-themes were 
identified.

3.1.5.1 Empowerment as control over quality of life

Some mothers conceptualized empowerment as the ability to 
exercise meaningful control over the direction and quality of their and 
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their children’s lives. This control has often been described in contrast 
to the constraints imposed by professionals and bureaucratic systems. 
One mother framed her frustration as a question:

The power to become someone who gains benefits, achieves 
what I desire… Why are they controlling my dream?

Her use of the word “dream” is significant because it locates 
empowerment not only in the practical domain of service access but 
also in the aspirational domain of personal fulfillment. The question, 
“Why are they controlling my dream?” is directed at a system that she 
perceives as restricting her agency rather than supporting it. Another 
mother expressed a similar aspiration:

Empowerment is the main requirement; it is taking initiative 
without obstacles that waste time and effort. Let my strength and 
power help me get what I need.

Her framing of empowerment as “taking initiative without obsta-
cles” positions the problem not in the mother’s capacity but in the 
systemic barriers that prevent her existing strength from being effec-
tive. A third mother offered a concrete example of meaningful choices 
in practice.

Empowerment provides various options, and I am not forced to 
just do what I am told or take what is available… It is having a 
life… I was given three hospitals as an option and made my own 
decision about where my son would have a follow-up.

Her definition of empowerment as “having a life” and “not being 
forced” captures a core aspiration shared across many participants. 
The example of choosing among three hospitals demonstrates that 
empowerment is produced not merely through access to services but 
also through the availability of alternatives and the freedom to exercise 
judgment. For mothers accustomed to receiving directives rather than 
options, this experience of autonomous decision-making represented 
a qualitative shift in their relationship with the service system.

3.1.5.2 Empowerment as involvement in local 
policymaking

Mothers also connected empowerment to their engagement with 
the policy and regulatory frameworks that governed disability ser-
vices. Their accounts revealed their frustration with the inadequacy of 
existing policies and their desire to participate directly in shaping 
them. One mother explained:

I read some regulations, and they seemed so general, unclear, and 
unrelated to my situation. It did not make me feel empowered at all.

Another offered a comparative perspective:

I learned about an Australian system through a scholarship, and 
I was impressed by the details mentioned in it and how it is so 
linked to our life.

These two accounts, when placed together, expose a gap between 
the specificity required by families with PIMDs children and the gen-
erality of the current SA regulations. The first mother’s experience of 

policies that were “unrelated to my situation” indicates that the exist-
ing legislation does not account for the particular complexities of 
PIMDs. The second mother’s admiration for the Australian system 
was grounded in its detailed connection to daily lived experiences, 
providing a model of what policy responsiveness could look like. This 
awareness fueled the desire for direct participation:

Just thinking about being a policymaker empowers me. I would 
be able to communicate through it.

Her statement that she would “communicate through” policymak-
ing is analytically significant. She does not view policy participation 
as traditional advocacy or protest but as a communication channel 
through which her daily experiences and needs could be translated 
into an institutional language. She positions direct involvement in 
decision-making as a mechanism for reshaping the discourse on dis-
ability policy from within, ensuring that the perspectives of those clos-
est to the issue inform the formulation of solutions.

3.1.5.3 Empowerment as entertainment and changing the 
child’s lifestyle

Some mothers associated empowerment with enabling their chil-
dren to access stimulation, enjoyment, and active participation in family 
life. Their accounts revealed that the daily routines of PIMDs children 
were often reduced to basic care functions, with limited opportunities 
for play, recreation, or social engagement. One mother described:

There is nothing suitable outside. I often rely on myself to pro-
vide her with entertainment at home, such as a small swimming 
pool or toy trolley… Her siblings may share with her, but the 
place is tiny. Her time is spent sleeping, eating, and cleaning.

Another mother expressed a similar frustration:

Outside activities are not suitable for her at all. She cannot share 
anything with her siblings, which is why she is usually left at 
home. Her day is a boring routine.

Both accounts reveal that the absence of accessible entertainment 
and recreation is not a minor inconvenience but a structural barrier 
to the child’s quality of life and social inclusion. The first mother’s 
description of her daughter’s day as limited to “sleeping, eating, and 
cleaning” exposes the reduction of a child’s life to basic physiological 
maintenance, with no space for stimulation, play, or developmental 
enrichment. The second mother’s observation that her daughter 
“cannot share anything with her siblings” reveals how inaccessible 
environments produce social exclusion within the family unit itself. 
For both mothers, empowerment referred to moving beyond survival-
oriented care to a model that included recreation and shared family 
experiences as essential components of their child’s life.

3.2 Constructing the dimensions of 
lived-experience-based empowerment

The identification of the dimensions of what this study terms 
“lived-experience-based empowerment” (LEBE) was based on an 
inductive analysis of data. The five dimensions emerged from recur-
ring patterns in mothers’ experiences and distinct areas where 
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empowerment manifests in their daily lives. These dimensions were 
not presupposed but rather formed by synthesizing detailed concepts 
extracted from interviews and organizing them into higher levels of 
abstraction. The results reveal that empowerment, as perceived by 
mothers, is not understood simply as access to resources or services 
but as an ongoing process that reshapes how they approach their daily 
roles and responsibilities. It is not a static state but a dynamic experi-
ence shaped by the continuous interaction between mother and child, 
surrounding services, and a broader social context.

The analysis reveals that this empowerment does not arise solely 
from the mothers’ individual characteristics in isolation from the con-
text but is rather shaped through interconnected relationships encom-
passing the mother’s characteristics, child’s needs, responses of the 
support system, and broader societal factors. A sense of empowerment 
is linked to a mother’s ability to interact with and influence these dif-
ferent levels, thereby enhancing her child’s quality of life and her role 
as a primary caregiver. Thus, it becomes clear that lived-experience 
empowerment is a multidimensional process that operates simultane-
ously at both the personal and systemic levels. It transforms from an 
abstract concept into a daily practice shaped by the interaction 
between subjective experience and surrounding institutional and 
social responses.

4 Discussion

The findings reveal that the concept of LEBE, as perceived by 
mothers of PIMDs children, is not formed as a static state or a direct 
result of institutional intervention but rather as a dynamic process that 
gradually crystallizes through daily situations and accumulated expe-
riences. The sense of empowerment does not stem solely from for-
mally granting authority or providing services but from the 
accumulation of practical experience embodied in daily care practices 
and the resulting knowledge and ability to influence. From this per-
spective, this study discusses the place of this understanding within 
the broader theoretical framework of disability studies, exploring its 
intersections with the assumptions of prevailing disability models and 
the points of agreement and disagreement between them.

4.1 Mothers’ perceptions of empowerment 
intersect with models of disability

4.1.1 Divergent conceptions of empowerment 
from traditional disability models

First, the charity model of disability portrays disabled people as 
passive victims who deserve regret and philanthropic aid and is rein-
forced by narratives of tragedy, sympathy, and despair (Sofokleous and 
Stylianou, 2023; Shakespeare, 1994), sustaining stereotypes of help-
lessness and dependency (Mugabi, 2017; Retief and Letšosa, 2018). 
LEBE departs from this view by presenting empowerment as stable 
right support rather than occasional charitable help. The results reveal 
how mothers called for voluntary associations to move away from 
emergency grants and seasonal aid toward sustainable and profes-
sional services that engaged them as active partners rather than pow-
erless recipients. These findings are consistent with previous work that 
highlights that pity weakens positive identity and generates feelings of 
inferiority, while support based on appreciation, empowerment, and 

respect is preferred (Dunn and Burcaw, 2013); that disabled people 
experience pity as a form of “social superiority” that keeps them in an 
inferior position and maintains barriers (Deal, 2003); and that pity is 
a psychologically damaging attitude that casts people as “helpless and 
needy” instead of recognizing their abilities and rights (Olkin, 2012).

Second, medical-psychological models that locate the problem 
within the child blame parents or treat them as secondary to specialist 
authority (Haegele and Hodge, 2016; Laiyan, 2024; Lawson and 
Beckett, 2021). By contrast, LEBE adopted by mothers of PIMDs chil-
dren is based on acquiring experience and developing specialized 
knowledge about their children’s condition. This represents a clear 
shift from the negative role imposed by the medical-psychological 
models, which confines knowledge and experience to specialists and 
marginalizes the role of parents as active partners in understanding 
their children’s condition and making decisions related to their care. 
As explained by one of the participants, “Knowledge…is…founda-
tion…[that] distinguishes some mothers from others in terms of talk-
ing and discussion.” Thus, mothers seek to acquire practical knowledge 
that restores their ability to understand, make decisions, and interact 
more effectively with service providers. The mothers also linked 
empowerment to controlling their children’s quality of life and their 
own lives. One mother said, “The power to become someone who 
gains benefits achieves what I desire…Why are they controlling my 
dream?” She refused a role that confined the agency to specialists. 
LEBE places mothers at the center of organizing care and daily deci-
sions for their children and does not confine expertise to profession-
als. Previous studies support this view, as parents of PIMDs children 
often hold unique and continuous knowledge of their child and inter-
pret communication cues and pain more accurately than do profes-
sionals (Aim et al., 2023; Kruithof et al., 2020). De Geeter et al. (2002) 
argued that professionals should treat “parents as experts” by valuing 
their experience, using their input in care planning, and keeping them 
informed about the child’s progress.

4.1.2 Rejection of empowerment conceptions in 
light of the normalization model

The normalization model is a transitional, intermediate model 
between traditional and modern positive models. Thus, the LEBE 
revealed in this study gives value to human diversity, unlike the nor-
malization model, which assumes that the goal is to move the child 
closer to prevailing norms. The mothers described their children’s dif-
ferences as a part of human nature and linked empowerment to the 
active inclusion of their children in family and community life 
through suitable and safe recreational activities. One mother stated, 
“She cannot share anything with her siblings, which is why she is usu-
ally left at home. Her day is a boring routine.” These findings highlight 
the need for more accessible leisure opportunities. Mothers also 
reported empowerment through confident engagement on social 
media, positive influence on society, and challenging disability stereo-
types by public presence and sharing of experiences, as in the com-
ment “I went out to the community with confidence.” They described 
a humanistic view of their children’s differences by rejecting fatalistic 
beliefs or those that assign blame. For example, one mother said, “God 
chose me for a differently abled child because I am a good and strong 
mother, which is what the Quran says.” She linked empowerment to 
emotional and spiritual strength based on acceptance of herself and 
her child and not on conformity with external standards of normality. 
Another mother explained that home-based supports and equipment 
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helped her child “maintain normal living.” “Normal” here differs from 
the normalization model, which presents empowerment as actions 
aimed at helping a person conform to socially accepted standards 
(Kumar et al., 2015; Race, 2002; Aljaser, 2020; Winance, 2007; 
Chappell, 1992; Zaks, 2023), whereas the LEBE refers to adapting to 
the environment and providing tools that allow children to live and 
participate in their own way.

4.1.3 Conceptions of empowerment considering 
contemporary disability models: intersection and 
transcendence

First, the social model of disability posits that disability arises 
from environmental barriers rather than from an individual’s physical 
or mental limitations and seeks to reform society rather than the indi-
vidual (Oliver, 1996; Shakespeare, 2006). In other words, people are 
not “disabled” because of their physical or mental differences, but 
because of a society that fails to remove the barriers that limit their 
opportunities for equal and effective participation in various aspects 
of life. This is exemplified elegantly with the LEBE in several examples, 
such as “Empowerment is streamlined; no need to work hard to access 
service” and “Cooperation is empowering.” “The delay in providing 
comprehensive support will affect them more,” where empowerment 
defines an integrated coordination of services and support that enables 
mothers to access various resources and systems easily, reduces 
bureaucratic complexities, and enhances their ability to meet their 
children’s needs comprehensively, sustainably, and promptly. This 
aligns with findings of previous studies indicating that PIMDs families 
face a compound burden that extends beyond the disability itself, 
including unsupported responsibilities in managing complex clinical 
tasks (Smith et al., 2015), transportation difficulties that hinder family 
integration (McKenzie et al., 2021), and poor coordination as addi-
tional structural obstacles (Lahaije et al., 2023), necessitating the 
removal of obstacles by creating suitable environments and facilitating 
services. However, even though the LEBE intersects with the social 
model in its focus on removing barriers—which the social model 
assumes results from these obstacles rather than placing responsibility 
on the individual—it goes further, recognizing that removing barriers 
is insufficient. Instead, it focuses on the dynamic relationship between 
individuals and their environment and how this environment empow-
ers them to make decisions, act, and thereby enhance their capacity 
for action and influence.

Second, the rights-based disability model endorses advocacy and 
accountability, an empowerment approach that seeks to remove bar-
riers, ensure accessibility, and promote participation (Bickenbach, 
2001; Degener, 2017; Eaton et al., 2021; Lawson and Beckett, 2021; 
Szlamka et al., 2022). Scholars such as Banach et al. (2010), Itzhaky 
and Schwartz (2001), Koren et al. (1992), and Wakimizu et al. (2011) 
have linked empowerment to parents’ advocacy efforts and formal 
mechanisms that hold systems accountable. The LEBE in this study 
presents a different picture. The mothers rarely framed empowerment 
as fighting for rights; they defined it as the ability to live and make 
decisions without constant obstacles. One mother described empow-
erment as “it is taking initiative without obstacles that waste time and 
effort.” This definition centers on control over one’s private life and the 
freedom to choose what is best within the available systems. Another 
mother stated, “Empowerment is crucial, providing what it should 
provide.” She linked empowerment to a welcoming and respectful 

environment in which services functioned smoothly, communication 
with providers was open, and mothers’ experiences were valued. In 
this sense, empowerment depends on systems that anticipate needs 
and solve problems proactively, rather than on parents’ continual 
advocacy. This interpretation corresponds with studies indicating that 
repeated advocacy can be exhausting, frustrating, and sometimes 
damaging to parent-professional relationships (Trainor, 2010; Rehm 
et al., 2013; Burke et al., 2019; Burke et al., 2021; Burke and Hodapp, 
2016; Shapiro et al., 2004; Boxall et al., 2002). Therefore, LEBE shifts 
its focus from empowerment through struggle to empowerment 
through responsive, cooperative services that reduce the need for 
adversarial action.

Third, the LEBE identified in this study shares core ideas with the 
affirmation model of disability, which rejects the assumption that dis-
ability is inherently negative or fixed and instead treats it as a basis for 
positive identity grounded in lived experience (Cameron, 2015; Swain 
and French, 2000). The affirmation model presents impairment as an 
integral part of a person’s identity and calls for ordinary and respectful 
treatment of differences in language and practice (Cameron, 2008; 
Cameron, 2023; Aljaser, 2020). In this study, the mothers of PIMDs 
children supported this orientation by describing empowerment 
through visibility, solidarity, and public presence. One mother stated, 
“I was encouraged to present my experiences. I went out to the com-
munity with confidence,” linking empowerment to confidence in 
appearing as the mother of a severely disabled child in community 
spaces and social media. Mothers used these platforms to share their 
experiences, challenge stigmas, and exchange practical strategies with 
others in similar situations. However, the LEBE moved beyond the 
affirmation model’s focus on identity and pride. It adds a practical 
strand, in which empowerment also depends on access to specialized 
knowledge, the ability to adjust to home and service environments, 
and the capacity to make effective decisions in daily care. Thus, the 
LEBE connects positive identity and acceptance with everyday com-
petence in supporting PIMDs children, demonstrating that affirma-
tion and empowerment can operate together in mothers’ lives.

4.1.4 Reframing empowerment by considering 
the religious model of disability

The LEBE in this study also engages in a religious and faith-based 
understanding of disabilities. Religious and faith perspectives describe 
disability as being linked to divine wisdom, mercy, and spiritual test-
ing, rather than medical or social causes (Aljaser, 2020; Bazna and 
Hatab, 2005; Bennett and Volpe, 2018; Ghaly, 2016; Retief and Letšosa, 
2018; Schuelka, 2013). These models suggest that impairment can 
function as a divine test offering opportunities for spiritual growth 
(Black, 1996). The mothers of PIMDs children in this study echoed 
this orientation, albeit in a reflective and empowering manner. One 
mother said, “With God, no effort or pain is wasted; it is a test, not an 
affliction.” Another described her experience by stating, “My path is 
laid with blessings all around me because I have a child from Heaven.” 
These accounts rejected guilt-and-punishment narratives and pre-
sented faith as a source of acceptance and dignity for both mothers 
and their children. Mothers framed their children as trusted, but only 
as a sign of moral failure. Simultaneously, the LEBE indicated that this 
inner content did not lead to passive acceptance. Spiritual peace has 
become a motivation for action and responsibility, strengthening 
mothers’ capacity to make decisions, organize care, and construct 
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positive meanings in daily life. Trust in God’s plans served as a founda-
tion for empowerment, supporting resilience and purposeful caregiv-
ing within the family environment.

4.2 Re-examining the concept of 
empowerment in light of mothers’ lived 
experience

A critical comparison of mothers’ perceptions of empowerment 
and different models of disability reveals that these perceptions do not 
fully conform to any existing model but rather interact with them 
selectively and critically. The results reveal a clear divergence from 
traditional models that tend to reduce disability to impairment or the 
need for care and a rejection of the normalization approach that 
focuses on aligning the child with prevailing norms. Conversely, 
mothers’ perceptions revealed important intersections with contem-
porary models of disability, particularly in recognizing environmental 
barriers, the importance of rights, building a positive identity, and the 
role of meaning and faith in dealing with disability. However, the find-
ings of this study demonstrate that mothers’ experience of empower-
ment transcends the boundaries of these models by emphasizing the 
lived, everyday nature of empowerment and its interconnectedness 
across multiple levels, including the individual, the family, services, 
and the community. This interaction highlights that empowerment is 
not an abstract theoretical concept but a complex and evolving process 
shaped by context and experience, which necessitates a deeper inter-
pretive understanding rooted in the mothers’ own experiences.

Based on the findings of this study, empowerment can be under-
stood as a multidimensional, contextual process arising from the 
ongoing interaction among a mother’s characteristics, her child’s 
needs, the nature of her family relationships, the support services she 
accesses, and the broader social context in which she lives. 
Empowerment is not viewed here as a static state or an isolated, indi-
vidual achievement but rather as a daily practice rooted in lived expe-
riences, shaped through interaction with challenges, the construction 
of meaning, and the development of coping and support strategies. 
This understanding reflects that empowerment is realized when more 
responsive and inclusive environments are available, enabling mothers 
to fulfill their roles effectively and foster a sense of competence, mean-
ing, and ability to influence their own lives and those of their children, 
moving beyond the reduction of empowerment to simply providing 
resources or granting authority.

Thus, maternal empowerment can be understood as “a multifac-
eted process arising from the ongoing interaction between the moth-
er’s characteristics, her child’s needs, the surrounding social 
environment, and broader systemic factors. Empowerment is not 
viewed as a one-dimensional experience, but rather as an interactive 
practice shaped by daily relationships and experiences, contributing 
to a responsive and supportive environment that enhances mothers’ 
ability to live meaningful lives. This understanding reflects that 
empowerment is not simply about providing opportunities or 
resources but is embodied in spontaneous and automatic daily prac-
tices stemming from a mother’s sense of responsibility and compe-
tence, driven by a desire to live meaningfully without waiting for 
authorization from any authority.” This interpretive understanding 
integrates the five dimensions revealed by the findings, illustrating 
how mothers’ individual experiences are woven into family, service, 
and community contexts to shape their empowerment experiences. 
Thus, this definition serves as an interpretive summary of the 

discussion, reflecting how empowerment is reinterpreted from moth-
ers lived experiences.

5 Limitations and future research 
perspectives

This study did not focus on a specific age group of children or the 
specific demographic characteristics of mothers, such as employment 
or economic status, which contributed to the diversity of experiences 
and a richer dataset. However, this diversity may limit the exploration 
of subtle differences between various groups and reduce the translat-
ability of the findings to more homogeneous populations, as empow-
erment needs may vary depending on factors such as the child’s 
developmental stage, mother’s employment status, and family’s eco-
nomic resources. Furthermore, the study relied on individual inter-
views with a limited number of participants in specific sociocultural 
contexts. This reflects the nature of qualitative research, which aims 
for an in-depth understanding rather than statistical generalization. 
Therefore, the results should be interpreted as contextual representa-
tions of the participants’ experiences and not as sweeping generaliza-
tions for all mothers of PIMDs children. Therefore, the study 
recommends that future research should be conducted with more 
homogeneous samples (such as only working mothers, only non-
working mothers, or within specific age groups of children), along 
with the adoption of longitudinal qualitative designs that explore the 
evolution of the concept of empowerment across different stages of a 
child’s and family’s lives.

6 Conclusion and practical 
implications

This study makes three major contributions to the literature. First, 
it helps fill the knowledge gap by focusing on mothers of PIMDs chil-
dren, a group that remains underrepresented in the empowerment 
literature compared to those with less severe disabilities. Second, it 
makes a conceptual contribution by highlighting empowerment as a 
dynamic and multidimensional lived experience shaped by the ongo-
ing interaction between the mother’s characteristics, the child’s needs, 
family relationships, the service system, and the broader social con-
text. Thus, this study deepens the existing understanding of empower-
ment by reinterpreting it from the perspective of mothers’ daily 
experiences without seeking to offer an alternative model. Third, the 
study adds a contextual and applied dimension by analyzing the expe-
rience of empowerment in SA society, highlighting the impact of ser-
vice infrastructure and social factors in shaping its meaning and 
providing insights that can benefit policymakers and service providers 
in developing practices that are more responsive to the realities of 
this group.
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