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Abstract 

 Parents raising children with Autism Spectrum Disorder (ASD) face substantial emotional, social, and economic 

challenges, particularly in low-resource settings where awareness and support services remain limited. This study explored 

the lived experiences of parents raising children with ASD in Kitwe and Ndola districts, Zambia. A hermeneutic 

phenomenological design, situated within an interpretivist paradigm, guided data collection through in-depth semi-

structured interviews with twelve parents of children diagnosed with ASD. Data were analyzed using Reflexive Thematic 

Analysis, which generated six interrelated themes: emotional shock and psychological distress, physical exhaustion, social 

isolation and stigmatization, family strain, financial burden, and lifestyle disruption accompanied by adaptive resilience. 

Parents described initial denial, persistent anxiety, and physical depletion from constant supervision, alongside withdrawal 

from community and religious life due to stigma. Financial strain arose from therapy costs and reduced household income, 

while family relationships were affected by sibling neglect and tension. Despite these hardships, parents demonstrated 

resilience, prioritizing life-skills training to foster their children's independence. Findings were interpreted through 

Bronfenbrenner's Ecological Systems Theory, revealing how family, institutional, and cultural systems jointly shape 

parental experience. The study recommends expanded community awareness, parent support groups, improved diagnostic 

and therapeutic access, family counselling, and strengthened government and community-based support systems. 
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INTRODUCTION 

ASD is a lifelong neurodevelopmental condition 

characterized by persistent difficulties in social 

communication and interaction, alongside 

restricted and repetitive patterns of behavior and 

interest [1]. Global epidemiological synthesis 

indicates that approximately one in one hundred 

children worldwide is diagnosed with autism 

spectrum disorder, with prevalence estimates 

having risen markedly over the past two decades 

as a function of expanded diagnostic definitions, 

improved screening infrastructure, and greater 

clinical and community recognition of the 

condition [2], [3]. This upward trajectory in 

identified cases has intensified the demands 

placed on families, healthcare systems, 

educational institutions, and social support 

structures across diverse global contexts. 

The burden of caregiving for a child with 

ASD is not confined to the child alone; it extends 

deeply into the emotional, social, and economic 
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fabric of family life [1], [2], [3]. Recent 

qualitative evidence from China demonstrates 

that parents of autistic children experience a 

profound and continuous renegotiation of 

identity, routine, and expectation, with 

caregiving demands frequently displacing 

parents' own rest, health-seeking behavior, and 

social participation [4]. Comparable findings 

have emerged from Ethiopia, where mothers 

raising children with ASD describe caregiving as 

inaugurating an entirely new, lifelong mode of 

"mothering" characterized by grief, identity 

renegotiation, and the gradual cultivation of 

resilience [5]. Similarly, research among South 

African parents documents how caregiving stress 

is compounded under conditions of disrupted 

routine and limited institutional support, 

requiring parents to draw on informal coping 

strategies and community-based networks of 

assistance [6]. 

Within the African region specifically, the 

lived reality of raising a child with ASD is shaped 

by a distinct constellation of structural and 

cultural conditions. A scoping review of family 

experiences across the World Health 

Organization Afro-Region found that families of 

children with ASD confront intersecting 

challenges in accessing education, healthcare, 

and community understanding, and that many 

families rely on faith-based coping—including 

prayer and religious counseling — in the near-

total absence of formal state-funded psychosocial 

services [7]. This pattern of institutional scarcity 

compounding emotional strain has been echoed 

in Ethiopia, where parents raising children with 

developmental disabilities describe navigating a 

landscape with minimal specialized service 

infrastructure, forcing heavy reliance on family 

and informal community resources [8]. Studies 

from Eswatini similarly report that parents 

contend simultaneously with diagnostic delay, 

limited professional expertise, and the 

psychosocial weight of raising a child whose 

needs are poorly understood by the wider 

community, prompting the development of 

largely self-taught coping strategies [9]. In 

Somalia, parents' explanatory models of autism 

causation—frequently detached from biomedical 

understanding—have been shown to shape both 

help-seeking behavior and the degree of stigma 

experienced within the family and community 

[10]. Across these contexts, a recurring theme is 

that African mothers in particular bear a 

disproportionate share of caregiving labor, with 

qualitative accounts describing the accumulation 

of loneliness, diminished self-worth, and social 

exclusion tied to caregiving for a child with a 

visible, poorly understood disability [11]. 

In Zambia, engagement with ASD as a 

subject of empirical inquiry remains 

comparatively recent and geographically 

concentrated. Survey evidence collected among 

university students in Lusaka revealed that a 

striking majority—nearly eight in every ten 

respondents—had never previously encountered 

the term "autism," underscoring the depth of the 

public awareness gap that families must navigate 

even before formal diagnosis becomes possible 

[12]. More recent qualitative work centered on 

caregivers of children with neurodevelopmental 

disorders in Lusaka Province found that 

caregivers face compounding hardship arising 

from limited knowledge of the condition, 

restricted access to rehabilitation services, and 

heightened social stigma rooted in a lack of 

familial and community empathy—yet also 

demonstrated notable adaptive resourcefulness, 

including the active pursuit of knowledge and the 

improvisation of home-based rehabilitation 

strategies [13]. Taken together, this body of 

Zambian evidence confirms that the challenges 

long documented in Lusaka mirror those reported 

elsewhere in the region—diagnostic delay, 

service scarcity, stigma, and reliance on informal 

coping [14], [15]—but it also reveals that 

virtually all existing Zambian evidence originates 

from a single province. 

This geographic concentration constitutes a 

significant empirical gap. The Copperbelt 

Province, and specifically the districts of Kitwe 

and Ndola, presents a distinct socioeconomic and 

institutional environment shaped by its mining-

dependent economic history, urban demographic 

composition, and locally variable configuration 

of health, education, and social welfare services. 

Variations of this kind may plausibly shape 

parental experience in ways that diverge from 

those documented in the capital, yet to date no 

dedicated empirical study has examined how 

parents in these districts interpret, narrate, and 

manage the experience of raising a child with 

ASD. Moreover, existing Zambian and regional 

literature has tended to document emotional, 

social, and financial difficulties as discrete, 

parallel categories of hardship rather than as 

products of interacting environmental systems—

family relations, institutional service availability, 

community attitudes, and broader cultural belief 
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systems operating simultaneously upon the 

parent. 

To address this conceptual fragmentation, the 

present study draws on Bronfenbrenner's [16] 

Ecological Systems Theory as an interpretive 

lens. Recent applications of the theory in 

qualitative caregiving research illustrate its 

continued analytical utility: in a study of parents 

of adolescents with non-suicidal self-injury, 

ecological framing revealed that caregiver 

distress simultaneously reflected microsystem-

level relational strain, mesosystem interactions 

between family and treatment institutions, and 

macrosystem cultural attitudes toward mental 

illness [17]. Contemporary theoretical 

scholarship has further extended 

Bronfenbrenner's original architecture to account 

for evolving social and institutional conditions, 

arguing that the model retains explanatory power 

precisely because it resists treating individual 

distress as decontextualized from the nested 

systems in which it is produced [18]. Applying 

this ecological orientation to the Zambian context 

allows the present study to move beyond a 

catalogue of isolated hardships toward an 

integrated account of how family dynamics, 

institutional gaps, community stigma, and 

cultural belief interact to shape the everyday 

reality of parenting a child with ASD. 

Guided by this framework, and adopting a 

hermeneutic phenomenological orientation to 

privilege parents' own meaning-making, this 

study explored the lived experiences of parents 

raising children with ASD in Kitwe and Ndola 

districts, Zambia. The study was structured 

around three research questions: 

 

(RQ1) What are the lived experiences of parents 

raising children with ASD in Kitwe and 

Ndola districts? 

(RQ2) What challenges do parents raising 

children with ASD experience in Kitwe 

and Ndola districts? 

(RQ3) What coping strategies do parents use to 

manage the challenges associated with 

raising children with ASD in Kitwe and 

Ndola districts? 

 

By centering parents' voices and situating 

their narratives within an ecological interpretive 

frame, this study contributes empirical evidence 

from a previously underrepresented region of 

Zambia, extends the application of 

Bronfenbrenner's theory to a low-resource 

African context, and generates evidence to 

inform more integrated, context-responsive 

family support systems, community awareness 

initiatives, and policy development. 

 

Theoretical framework 

This study was informed by Bronfenbrenner's 

Ecological Systems Theory [16], [19], which 

conceptualizes human experience as the product 

of interacting environmental systems—ranging 

from the immediate relational microsystem to the 

broader cultural macrosystem and the temporal 

chronosystem. Recent empirical applications 

confirm the theory's continued relevance for 

caregiving research: in qualitative work on 

parental psychological experience, ecological 

analysis demonstrated that distress could not be 

adequately explained at any single systemic level, 

since relational strain within the family was itself 

shaped by, and reciprocally shaped, institutional 

and cultural conditions external to the household 

[17]. In the present study, the theory was applied 

as an interpretive lens during data analysis rather 

than as an a priori coding framework. Initial 

coding proceeded inductively through Reflexive 

Thematic Analysis [20], [21], allowing themes to 

emerge directly from participants' narratives. 

Once developed, themes were interpreted 

through the ecological lens: family relationships 

were read within the microsystem; interactions 

with schools and health providers within the 

mesosystem; the availability (or absence) of 

diagnostic and support services within the 

exosystem; cultural beliefs and community 

attitudes within the macrosystem; and the 

evolving trajectory of experience—from 

diagnosis to adaptation—within the 

chronosystem. This sequencing allowed the 

ecological framework to deepen interpretation 

without constraining the inductive integrity of the 

analysis. 

 
RESEARCH METHOD 

This study adopted a hermeneutic 

phenomenological orientation to understand how 

parents in Kitwe and Ndola districts experienced 

and made meaning of raising a child with ASD. 

Data were analyzed using Reflexive Thematic 

Analysis (RTA), an approach characterized by its 

theoretical flexibility and compatibility with 

qualitative traditions grounded in participants' 

subjective meaning-making. Although RTA is 

not inherently phenomenological in origin, its 
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developers have argued that it can be 

productively combined with a phenomenological 

orientation provided that analysis remains 

anchored in participants' own meaning-making 

rather than externally imposed categories [20]. 

Coding therefore proceeded inductively, with 

themes developed from participants' accounts 

while preserving a phenomenological sensitivity 

to the meanings participants attached to their 

lived experience. 

 

Study population and sampling 

Purposive criterion sampling, a non-probability 

strategy suited to identifying participants with 

direct and substantive experience of the 

phenomenon under investigation, was employed. 

Eligibility required that participants be a parent 

or primary caregiver of a child formally 

diagnosed with ASD, resident in either Kitwe or 

Ndola district. Twelve participants were recruited 

through this process. Consistent with 

contemporary qualitative practice, sample 

adequacy was determined by information power 

rather than by statistical representativeness: 

participants were selected and retained until their 

narratives generated sufficiently rich and varied 

material to comprehensively address the research 

questions. This approach mirrors recent African 

caregiving research, in which small, information-

rich purposive samples have proven adequate to 

surface substantively rich thematic accounts of 

caregiver experience [9], [13]. 

 

Participant characteristics 

The sample comprised twelve parents (eight 

female, four male) aged between 24 and 62 years, 

drawn from Kitwe and Ndola districts. 

Participants' children diagnosed with ASD 

ranged in age from 3 to 26 years, and participants 

reported between one and seven children in total. 

Educational attainment spanned primary through 

tertiary levels, and employment status ranged 

across unemployment, self-employment, and 

formal occupations including teaching, mining, 

and social work. This demographic range was 

intentionally sought to capture breadth of 

perspective on parental experience within urban 

Zambian communities beyond Lusaka Province, 

while maintaining sufficient narrative depth for 

phenomenological interpretation. 

 

Data collection 

Data were collected through open-ended, in-

depth, semi-structured interviews [22] conducted 

in participants' preferred language and audio-

recorded with consent. Interview questions were 

designed to allow participants latitude to narrate 

experiences in their own terms, while permitting 

the researcher to probe emergent themes for 

depth. Questions concerning sensitive material—

including emotional distress, stigma, and family 

strain—were phrased with particular care and 

respect for participants' dignity. 

 

Study Site 

The study was conducted in Kitwe and Ndola 

districts of Copperbelt Province, Zambia—major 

urban centers characterized by diverse 

populations and variable access to autism-related 

services, including health facilities, special 

education units, and community support 

structures. These districts were purposively 

selected to address the geographic concentration 

of existing Zambian ASD research in Lusaka 

Province and to generate context-specific insight 

into the Copperbelt setting. 

 

Data analysis 

Data were analyzed following the six-phase 

Reflexive Thematic Analysis process: 

familiarization with the data, generation of initial 

codes, searching for themes, reviewing themes, 

defining and naming themes, and producing the 

final narrative report [20], supported by NVivo 

14 software for data organization and 

management. The researcher began with repeated 

reading of transcripts alongside relistening to 

audio recordings to capture tone, emphasis, and 

emotional nuance, recording early impressions in 

a reflexive journal. Coding proceeded using both 

semantic codes (capturing explicit content, e.g., 

financial strain) and latent codes (capturing 

underlying assumptions and implied meaning, 

e.g., experiences interpreted as neglect), 

maintaining a documented audit trail linking each 

code to its analytic rationale. Codes were 

subsequently clustered into candidate themes 

through iterative comparison and visual mapping, 

yielding a preliminary thematic map that was 

then reviewed against the full dataset for internal 

coherence and external distinctiveness; two 

themes were merged due to conceptual overlap, 

and one theme was split to separate systemic 

from educational barriers. Each retained theme 

was then defined with reference to its scope and 

boundaries—for instance, an initial "coping 

mechanisms" theme was renamed "adaptive 

resilience" to better reflect the active, agentic 



 

 

Mushingwa et al., Parents' experiences raising children with … 90 

 

character of parents' strategies—before being 

written into a coherent narrative substantiated by 

verbatim participant excerpts. 

 

Ethical considerations 

Ethical approval was obtained from the 

University of Zambia, with ethical clearance 

number 00006464, reference number HSSREC-

2026-JAN-049. Institutional consent and 

individual voluntary informed consent were 

obtained from all participants, supported by an 

information sheet detailing study procedures, 

participants' right to withdraw, and potential 

risks. Verbatim transcripts were password-

protected, and pseudonyms were used throughout 

to preserve confidentiality and anonymity [23]. 

 

Trustworthiness 

Trustworthiness was addressed through 

established qualitative criteria [24]. Credibility 

was supported through member checking: 

transcript and preliminary-theme summaries 

were shared with all twelve participants, of whom 

eight provided clarifications that were 

subsequently incorporated into the analysis. 

Transferability was supported through thick 

description of the Kitwe and Ndola settings, 

participant demographics, and local service 

context. Dependability was maintained through a 

documented audit trail comprising dated raw 

audio files, verbatim transcripts, the NVivo 

codebook, and analytic memos. Confirmability 

was supported through a reflexive journal in 

which the researcher documented emergent 

biases—including an initial assumption that 

stigma would dominate the thematic landscape—

and through peer debriefing to interrogate these 

assumptions. 

 
RESULT AND DISCUSSION 

Reflexive Thematic Analysis generated six 

interrelated themes describing parents' lived 

experience of raising a child with ASD in Kitwe 

and Ndola: (1) navigating emotional shock, 

denial, and psychological distress; (2) physical 

exhaustion and health strain; (3) social isolation 

and stigmatization; (4) family strain and 

relationship tensions; (5) financial burden and 

economic adjustment; and (6) lifestyle disruption 

and role adjustment. Consistent with a 

hermeneutic phenomenological orientation, the 

analysis moved beyond description toward 

interpretation of what these experiences meant 

for parents' sense of self, relationships, and future 

orientation. Table 1 summarizes these themes 

alongside representative subthemes and verbatim 

excerpts. 

 

Table 1. Themes, subthemes, and representative verbatim excerpts 

Theme Subtheme Illustrative Excerpt 

a. Emotional shock, denial, 

and psychological 

distress 

Initial denial; anxiety 

and uncertainty; self-

blame 

"Even now, I feel anxious because I don't 

know what the future holds for my child." 

(P1) 

b. Physical exhaustion and 

health strain 

Sleep deprivation; 

neglect of self-care 

"Sometimes I forget to eat, and my body 

feels weak, but I have no choice." (P2) 

c. Social isolation and 

stigmatization 

Withdrawal from social 

life; judgment from 

community 

"I stopped attending social and religious 

gatherings because people stare at my 

child." (P5) 

d. Family strain and 

relationship tensions 

Sibling neglect; 

household tension 

"My other children feel neglected 

because most of my time is spent caring 

for their sibling." (P7) 

e. Financial burden and 

economic adjustment 

Loss of income; high 

cost of therapy 

"I had to stop working because my child 

needs constant supervision." (P9) 

f. Lifestyle disruption and 

role adjustment 

Focus on life skills; hope 

and resilience 

"Now my main concern is teaching my 

child basic life skills so that one day they 

can be independent." (P3) 

 

Emotional shock and psychological distress 

Emotional distress emerged as a dominant and 

structurally central theme. Parents described 

initial denial and disbelief upon receiving the 

diagnosis, accompanied by persistent anxiety 

about their child's future [25] and, in several 

instances, internalized guilt following 

accusations of carelessness from relatives. As P1 

expressed: "Even now, I feel anxious because I 

don't know what the future holds for my child." 
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Rather than representing a discrete reaction 

confined to the moment of diagnosis, this distress 

reflected an ongoing psychological process 

anchored in enduring uncertainty—an existential 

renegotiation of parental identity consistent with 

findings from Ethiopia, where mothers described 

the transition into "new mothering" as involving 

sustained grief-work alongside the gradual 

construction of a redefined parental self [5]. This 

pattern of prolonged, identity-level distress is 

likewise echoed in Feng et al.'s [4] account of 

Chinese parents, for whom the diagnosis was 

experienced not as a single event but as the 

inauguration of a continuously renegotiated life 

trajectory. 

Interpreted through the ecological lens, this 

distress was most acutely produced at the 

microsystem level—within the immediate 

parent–child relationship and the extended 

family—yet it was intensified by macrosystem-

level cultural narratives, including relatives' 

attribution of the child's condition to parental 

fault. This mirrors evidence from Lentoor et al. 

[11], who documented that Black African 

mothers raising children with ASD frequently 

internalize blame communicated through family 

and community channels, compounding 

caregiving burden with a burden of guilt. 

 

Physical exhaustion and health strain 

Physical depletion was consistently reported, 

encompassing chronic sleep deprivation and the 

systematic neglect of self-care. P2 explained: 

"Caring for my child is exhausting. I barely sleep 

at night because I must always be alert," adding, 

"Sometimes I forget to eat, and my body feels 

weak, but I have no choice." This embodied 

dimension of caregiving—in which the parent's 

own physical wellbeing becomes structurally 

subordinated to the child's needs—parallels 

findings from caregiving research in Lusaka 

Province, where caregivers of children with 

neurodevelopmental disorders reported 

comparable patterns of self-neglect arising from 

the sheer intensity of unsupported, round-the-

clock supervision [13]. Within the ecological 

frame, this theme reflects a microsystem burden 

that is neither chosen nor mitigated, precisely 

because exosystem-level respite or support 

services are effectively absent in the study 

districts—a structural gap consistent with the 

near-total absence of state-funded psychosocial 

and respite services documented across the Afro-

Region more broadly [7]. 

Social isolation and stigmatization 

Many parents described withdrawing from social 

and religious life due to community 

misunderstanding and judgment directed at their 

child's behavior [26]. P5 stated: "I stopped 

attending social and religious gatherings 

because people stare at my child. I feel isolated, 

like I no longer belong to my community," while 

P8 reported: "People in the community do not 

understand autism. They judge my child's 

behavior and criticize my wife, which makes us 

withdraw from social life." This pattern of 

stigma-driven withdrawal is well documented 

across the African region: Eswatini-based parents 

similarly reported constructing coping strategies 

in direct response to poor community 

understanding of autism [9], while Somali 

parents' persistence of non-biomedical causal 

beliefs about autism was found to compound 

stigma and delay appropriate support-seeking 

[10]. Such stigma is frequently rooted in limited 

public knowledge of autism and, in some 

communities, traditional beliefs that interpret 

disability as a curse or spiritual affliction [27]. 

Within the ecological framework, social isolation 

operates at the intersection of the microsystem 

(withdrawal from immediate social ties) and the 

macrosystem (culturally embedded 

misunderstanding of disability), illustrating how 

macrosystem-level belief systems penetrate and 

reshape everyday microsystem interaction—a 

dynamic consistent with ecological analyses of 

caregiver distress in other clinical populations 

[17]. 

 

Family strain and relationship tensions 

Participants described the redistribution of 

caregiving attention as generating tension within 

the household, particularly in relation to siblings. 

P7 explained: "My other children feel neglected 

because most of my time is spent caring for their 

sibling. This has changed our family 

relationships and created tension at home." This 

finding illustrates that the impact of ASD 

caregiving extends beyond the dyadic parent–

child relationship to reshape the family system as 

a whole—a mesosystem-level phenomenon in 

which strain in one relational subsystem (parent–

child) reverberates through adjacent subsystems 

(parent–sibling, spousal). This is consistent with 

broader African caregiving literature indicating 

that family-level strain is a recurrent, if 

underexamined, dimension of ASD caregiving 
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distinct from, though related to, individual 

parental distress [7]. 

 

Financial burden and economic adjustment 

Financial strain was a pervasive theme, with 

several parents reporting withdrawal from 

employment to provide constant supervision. P9 

stated: "I had to stop working because my child 

needs constant supervision. Living on one income 

has been very difficult for us financially," while 

P10 described the burden of therapeutic costs: 

"Therapies, treatment, and special learning 

materials are very expensive. Sometimes I have 

to choose between household needs and my 

child's therapy sessions." This economic burden, 

compounded by the absence of insurance 

mechanisms covering ASD-related services [28], 

mirrors patterns identified in Ghanaian 

caregiving research, where the high cost of 

therapeutic and educational resources was found 

to constitute one of the principal drivers of 

caregiver strain, prompting reliance on informal 

financial coping strategies including communal 

and faith-based resource pooling [29]. Within the 

ecological frame, this financial hardship reflects 

an exosystem-level deficiency—the absence of 

state-subsidized diagnostic, therapeutic, and 

educational services—that directly transfers 

structural cost onto the household microsystem, a 

dynamic also identified in Nigerian caregiving 

research applying a socio-ecological model to 

autism caregiving [30] and consistent with earlier 

Zambian evidence documenting comparable 

financial strain among Lusaka-based families 

[15]. 

 

Lifestyle disruption, adaptive resilience, and 

coping 

Despite these accumulated challenges, 

participants articulated a parallel narrative of 

resilience and purposeful adaptation. P3 

explained: "Now my main concern is teaching my 

child basic life skills so that one day they can be 

independent," while P12 reflected: "Even though 

raising my child is challenging emotionally, 

socially, and financially, I still hope that with the 

right support, my child can live a meaningful and 

independent life." This reconstruction of hope — 

oriented not toward a return to prior expectations 

of parenthood but toward the cultivation of new, 

incrementally defined markers of success—

resembles what Walsh [31] terms "family 

meaning-making," in which adversity is reframed 

as an occasion for growth and renewed purpose, 

and is consistent with findings from Ghana, 

where caregivers were found to draw on a 

combination of spiritual coping, communal 

support, and adaptive skill-building to sustain 

caregiving over the long term [29], and with 

South African evidence that parents actively 

construct informal support networks and routines 

to manage caregiving demands under conditions 

of limited formal assistance [6]. Interpreted 

ecologically, this resilience is not purely an 

individual psychological trait but is co-

constructed within available microsystem and 

community resources—a finding that reinforces 

the argument that ecological models must 

account for resilience and adaptive capacity, not 

solely distress, as an emergent property of the 

caregiving system [18], [32], [33]. 

 

Synthesis through the ecological framework 

Read together, these six themes demonstrate that 

parental distress and resilience alike are products 

of interacting ecological systems rather than 

isolated psychological responses. Emotional 

distress is intensified by immediate family 

dynamics (microsystem) and by cultural 

narratives of blame (macrosystem); physical and 

financial strain are driven substantially by the 

near-absence of exosystem-level institutional 

support; social isolation reflects the 

interpenetration of macrosystem stigma into 

microsystem relational life; and resilience 

emerges through the chronosystem-level process 

by which parents progressively reconstruct 

meaning and identity over the caregiving 

trajectory. This multi-level patterning 

corroborates recent ecological analyses of 

caregiver populations elsewhere, which similarly 

find that caregiver wellbeing cannot be 

adequately explained without attention to the 

interaction between relational, institutional, and 

cultural systems [17]. At the same time, this study 

extends that literature by demonstrating a 

context-specific dynamic largely absent from the 

existing (non-African) ecological caregiving 

literature: in Kitwe and Ndola, macrosystem-

level cultural beliefs about disability causation 

appear to penetrate directly into microsystem 

relational strain—via relatives' blame 

attributions—while a structurally weak 

exosystem transfers almost the entire weight of 

institutional absence onto the household. This 

pattern is consistent with, and extends, regional 

evidence from Ethiopia [8], Eswatini [9], 

Somalia [10], and the broader Afro-Region [7], 
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while adding Copperbelt-specific texture—

including the distinct urban service landscape of 

Kitwe and Ndola—that has not previously been 

documented in Zambian ASD scholarship, which 

has to date drawn almost exclusively on Lusaka-

based samples [12], [13]. 

 
CONCLUSION 

This study provided an interpretive, ecologically 

situated account of the lived experiences of 

parents raising children with ASD in Kitwe and 

Ndola districts, Zambia. The findings 

demonstrate that parental distress is not reducible 

to an individual psychological response but is 

produced across interacting ecological levels—

from relational blame within the family 

mesosystem, to structural gaps in the exosystem 

of diagnostic and therapeutic services, to 

stigmatizing cultural narratives operating at the 

macrosystem level. With regard to parents' lived 

experience, the study found that this experience 

is characterized by a sustained, identity-level 

renegotiation of parenthood rather than a discrete 

emotional reaction to diagnosis. With regard to 

the challenges parents face, the study identified 

an interlocking set of difficulties—psychological 

distress, physical exhaustion, social isolation, 

family strain, and financial hardship—that are 

mutually reinforcing rather than independent. 

With regard to coping, the study found that 

parents draw on adaptive, agentic strategies, 

including life-skills teaching, long-term planning 

for their child's independence, and reliance on 

informal community and family networks, 

reflecting resilience that is co-produced by the 

caregiving ecology rather than an isolated 

individual trait. Theoretically, the study extends 

Bronfenbrenner's Ecological Systems Theory, by 

showing that in a low-resource African 

macrosystem, cultural beliefs and a structurally 

weak exosystem exert disproportionate influence 

on microsystem-level parental wellbeing—a 

dynamic that Zambian and comparable regional 

evidence suggests may generalize across 

similarly resourced Sub-Saharan settings, though 

this requires further comparative testing. 

Beyond confirming patterns already 

documented in Lusaka-based and regional 

African scholarship, this study's implications 

extend across several practical domains. Because 

parental distress was found to be generated 

jointly by relational, institutional, and cultural 

systems rather than by any single factor, effective 

intervention cannot rest on isolated psychological 

support alone; it requires coordinated action 

across levels—strengthening family- and 

community-based support networks to ease 

microsystem burden, expanding state-funded 

diagnostic, therapeutic, and respite services to 

correct the identified exosystem deficit (building 

on the Zambian government's stated commitment 

to disability-responsive development strategies), 

and investing in sustained public awareness 

campaigns to shift the macrosystem cultural 

narratives that currently attach blame and stigma 

to families of children with ASD. For 

policymakers and healthcare planners in the 

Copperbelt Province specifically, these findings 

suggest that interventions modeled solely on 

Lusaka's service landscape are unlikely to be 

sufficient, given the distinct institutional and 

socioeconomic conditions documented in Kitwe 

and Ndola; region-specific investment in special 

education provision, subsidized therapeutic 

services, and structured parent-support groups is 

therefore warranted. For educators and healthcare 

providers, the findings underscore the practical 

value of coordinated, mesosystem-level 

engagement between schools, clinics, and 

families to reduce the uncertainty and 

fragmentation that parents currently navigate 

largely alone. 

Several limitations warrant consideration. The 

study involved twelve participants, a sample size 

appropriate for phenomenological inquiry but 

limiting the transferability of findings to other 

settings. Participants were drawn exclusively 

from Kitwe and Ndola districts, and the findings 

may not reflect the experiences of parents in rural 

or other urban areas of Zambia. The study 

focused solely on parents' perspectives and did 

not incorporate the views of teachers, healthcare 

professionals, or other community stakeholders 

whose accounts could enrich understanding of 

the broader ecological context. Finally, the 

findings reflect participants' experiences at a 

single point in time and may not capture how 

parental experience evolves over a longer 

caregiving trajectory. Future research should 

incorporate multi-stakeholder perspectives, 

longitudinal designs, and comparative studies 

across additional Zambian provinces and African 

settings to strengthen understanding of family 

experience and support needs. 
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