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Abstract 
Introduction: A congenital anomaly is a structural malfunction that develops while the individual is in utero which include congenital lip/palate malformation, congenital heart disease, down syndrome, and spina bifida. Although caregivers’ burden of such problems has been widely researched throughout the world, limited research has been done on how the experience of being a mother to a child with a congenital problem depends on the specific sociocultural environment, especially from a perspective of religion, gender and culture. The current study seeks to examine the experiences of mothers of children with congenital abnormalities at the Upper East Regional Hospital, Ghana.
Method: This study adopted a qualitative phenomenological research design, specifically utilizing Interpretative Phenomenological Analysis (IPA), to explore the lived experiences of mothers caring for children diagnosis of congenital Anomalies at the Upper East Regional Hospital in 2022. Interpretative phenomenological analysis was employed to identify commonalities and unique variations in the socio-cultural influences on maternal experiences.
Results: Cultural beliefs shaped mothers' experiences, with anomalies often attributed to spiritual causes, leading to stigma for some and coping strength for others. Gender roles placed caregiving predominantly on mothers, causing emotional strain and limited spousal support. Religious beliefs further influenced coping and care decisions, sometimes conflicting with medical advice. Culturally sensitive support programmes are recommended.
Conclusion: This study offers valuable insights for both academics and practitioners, highlighting the importance of empathetic, culturally sensitive approaches to supporting mothers within this distinct socio-cultural setting.
Keywords: Lived experience; congenital anomalies; interpretative phenomenological analysis; sociocultural factors; maternal caregiving; disability stigma; Ghana 












Introduction
According to the World Health Organisation [WHO] [1], a congenital anomaly is a structural and functional defect that occurs during intrauterine life. Congenital abnormalities, also known as birth defects, are structural or functional anomalies present at birth. These conditions can affect various parts of the body and may result from genetic factors, environmental influences, or a combination of both. Congenital abnormalities can manifest as physical deformities, developmental delays, or organ malformations [2]. Congenital anomalies affect most new-borns worldwide, with 90% of cases occurring in developing countries. Despite the increasing recognition of the multifaceted challenges faced by mothers raising children with congenital abnormalities, there exists a significant empirical gap in understanding how cultural, gender, and religious factors intricately shape their lived experiences [1]. 
These anomalies vary widely in nature and severity, and the specific condition a child presents with often shapes the particular caregiving demands and social experiences a mother encounter. Structural anomalies such as cleft lip and palate primarily affect feeding, speech development, and physical appearance, often exposing children to visible stigma while typically being amenable to surgical correction [1, 2]. Cardiac anomalies, such as congenital heart defects, may not be visibly apparent but often involve recurrent hospitalizations, surgical interventions, and ongoing medical monitoring, placing a heavy logistical and financial burden on mothers. Neural tube defects such as spina bifida frequently result in long-term mobility impairments and may require lifelong management of associated complications, demanding sustained physical caregiving. Chromosomal conditions such as down syndrome are associated with developmental delays and distinct physical features that are often immediately visible, which in many cultural contexts attract heightened social attention, assumptions, and stigma compared to anomalies that are less visibly apparent.
These differences matter because mothers' lived experiences, including the type and intensity of caregiving demands, the visibility of the condition to others, the nature of community reactions, and the cultural or spiritual explanations attached to the condition, are shaped not only by broad caregiving roles but by the specific anomaly involved. The specific congenital anomalies represented in this study's sample (cleft lip/palate, congenital heart defects, down syndrome, and spina bifida) provide important context for understanding the diversity of caregiving experiences captured, rather than treating "congenital anomaly" as a single, undifferentiated category [1].
A study conducted by Alqarawi et al. [3] on the challenges of mothers with con1genital abnormalities indicated that some families often face challenges related to healthcare management, specialized medical treatments, and long-term care planning. This is an interesting finding; however, the study did not consider the lived experiences of mothers within the cultural context which is crucial for providing adequate support and resources. A systematic review conducted by Moges et al. [4] revealed a substantial pooled prevalence of congenital abnormalities in Africa. This suggests that Congenital anomalies are one of the main causes of the global burden of disease in Africa. However, in Ghana few studies investigated the lived experiences of mothers with children with congenital abnormalities [5- 7] these studies assessed mothers’ reactions to seeing their children with cleft for the first time, however these studies did not investigate socio-cultural factors influencing mothers caring for children with congenital anomalies.
One such study was conducted by Shah et al. [8] in India who found that mothers struggle with the dual roles of being a caregiver and an advocate for their child's needs within medical system. The study also discovered that mothers of infants with a major congenital anomaly used more health care services overall. Outpatient, inpatient, and surgical care utilisation decreased or remained stable over time, whereas psychiatric utilisation increased for up to 13 years after an affected child's birth. Healthcare utilisation was significantly higher among mothers with Multiple Congenital Anomalies (MCAs) and those with the lowest income levels. However, because these studies were conducted outside of the current study area, it is important to understand the lived experiences of mothers regarding socio-cultural factors in the region to inform policy interventions in Ghana [9]. 
Existing literature indicate that mothers are concerned about their child's health and prognosis [10], as well as overwhelmed by the amount of information available about an unfamiliar or complex medical diagnosis. Many children with congenital abnormalities require support and treatment after birth, and mothers must learn how to manage their child's healthcare needs [11]. Ensuring mothers have access to high-quality information can reduce parental stress, help mitigate uncertainties, and empower mothers to make decisions about their child's care and wellbeing [12]. Even though the authors identified anxiety, information complexity, and stress among mothers raising children with congenital abnormalities what is apparently missing is a lack of information about the sociocultural interpretation of children born with congenital abnormalities. 
Carlsson et al. [13], revealed that mothers value receiving information from healthcare professionals (HCPs) because they are perceived to be experts and thus trustworthy. Mothers value being reassured about their child's congenital abnormalities [11], receiving condition-specific information (e.g., symptoms/treatment) [14], as well as information about access to services [15], the child's development, and the potential impact on the family [13]. Personal interactions with healthcare providers have been shown to reduce parental anxiety and improve coping skills [14], particularly when healthcare providers communicate information in a sensitive, empathic, and honest manner [15]. The literature states that health workers' knowledge of congenital abnormalities is important, that mothers value assurance from healthcare providers, and that the family has an impact on congenital abnormalities. 
Studies again show that communication is frequently used by mothers to reduce anxiety and to supplement information obtained from healthcare providers [16], but they are not without drawbacks. The literature reveals that mother slack relevant information about the conditions of congenital abnormalities, creating a gap in addressing the issue [13], a tendency to find cases with poor outcomes [12], and difficulties with interpretation [15]. It is, therefore, worth investigating the sociocultural components of information that will address the issue in a broad context.
This study aims to explore the lived experiences of mothers caring for children with congenital anomalies at the Upper East Regional Hospital, Ghana, with particular attention to how cultural, gender, and religious dimensions shape their perspectives, coping mechanisms, and decision-making processes. In addressing this gap in the literature, the study seeks to generate insights that can inform the development of more culturally sensitive and inclusive support systems for these families.
Delving into the socio-cultural context of mothers' lived experiences with congenital abnormalities is paramount for a comprehensive understanding of the profound impact these conditions have on individuals and their families. This research, employing an interpretative phenomenological approach, seeks to unearth the influence narratives embedded within the social and cultural fabric surrounding congenital abnormalities. By shedding light on the intricacies of maternal experiences, the authors aim to contribute valuable insights that extend beyond clinical perspectives, fostering a holistic understanding of the challenges and possible opportunities encountered by mothers in this context [11, 12]. 
This study further recognises the diverse sociocultural factors that shape the lived experiences of mothers, acknowledging the potential influence of societal norms, cultural beliefs, and support systems on their perceptions and coping mechanisms. Through an interpretative lens, the study aspires to uncover the deeply embedded meanings and subjective realities that define these maternal experiences.
By exploring the sociocultural context barriers influencing mothers care will improve knowledge on healthcare practices and suggest intervention or support systems, and create a societal awareness. Also, elucidating the socio-cultural influences surrounding congenital abnormalities bridge gaps in understanding and facilitating a more compassionate, informed decisions, and inclusive approaches within both healthcare and broader societal contexts.
Theoretical Perspective 
Social Constructionism
The theory of social constructionism looks at how social interaction, discourse, and language enable people to construct meanings, knowledge, and reality. Instead of seeing reality as an independent objective thing, the social constructionist sees the "reality" that people perceive as a construct based on social interaction and discourse. Social constructionism views society as being constructed socially in terms of its meanings, beliefs, and structures [17], and it is also used to analyse these phenomena [18].
Theoretical orientation chosen for the research is the social constructionist approach. The idea behind social constructionism comes from the sociology of knowledge, but it was developed and refined by such researchers as Gergen and Burr. According to this perspective, meaning attached to illnesses, disabilities, mothering, and caregiving is socially constructed and does not exist per se [19].
Social constructionism offers a holistic way of analysing the influence of the meanings associated with disability, sickness, and motherhood within societies on the experiences of mothers caring for children with congenital defects. The focus here is not only to describe the experiences of the mothers, but also to explain how social and cultural processes lead to the development of these meanings that guide mothers' perceptions of their roles [19]. As per Berger and Luckman in their seminal book on social constructionism, The Social Construction of Reality, reality and knowledge were socially constructed through routine actions, which then became common sense through the processes of habitualisation, institutionalization, and legitimization [17]. It should be noted that individuals come to adopt socially constructed meanings as part of the socialization process [17].
Mothers of children born with congenital abnormalities in Ghana are subjected to a socially constructed network of meaning associated with disability, motherhood, stigmatization, and family duty. For a complete understanding of their struggles, one needs to take into account the influence of socially created beliefs, attitudes, and stories. In that way, the focus on meaning making makes social constructionism a relevant paradigm for this research [19].
Gergen further developed these principles by examining how linguistic and relational aspects help to construct social realities, claiming that communal communication produces knowledge and truth as opposed to individual introspection of an external reality [18]. Gergen stressed the importance of constant negotiation of meanings through communicative interaction [20].
With regard to the lived experience of mothers in Ghana, the approaches by Gergen and Burr would allow the researcher to consider how the storytelling by the mothers is influenced by and also influences the narrative discourse surrounding the anomaly in society. This means looking at not just the content of the discourse by the mother in her story but also how she relates to larger social discourses and stigmas related to congenital anomalies [19, 20].
The theory of social constructionism gives the researcher an opportunity to make sense of the narratives offered by the mothers in terms of the social meanings attached to them in relation to the anomaly. In other words, this theory acknowledges that the joys and challenges that the mothers experience when taking care of the anomalous children can never be separated from the social context in which it takes place. Thus, the use of social constructionism helps to understand social interaction and its effect on mothers' caregiving experiences.

Research Methods
Research design 
This research followed the interpretivist paradigm that considers reality to be socially constructed and that considers people to make interpretation of and give meanings to their experience based on their social and cultural settings [21]. Based on the interpretivist epistemology, this research aimed at investigating how mothers interpreted the experience of taking care of children with congenital problems in the Ghanaian sociocultural setting. The chosen methodological framework was Interpretative Phenomenological Analysis (IPA) since the main goal of this analysis is the investigation of the interpretations and meanings of people’s experience.
The study used a qualitative phenomenological research design to provide a thorough knowledge of the perceptions, experiences, and interpretations of those experiences of mothers caring for children with congenital anomalies at Upper East Regional Hospital in 2022. This design allows researchers to thoroughly analyse participants' subjective experiences, meanings, and interpretations of a specific phenomenon [21]. 
The qualitative phenomenological research design allows for an in-depth exploration of mothers' experiences of caring for children with congenital abnormalities are inherently subjective and deeply personal; quantitative methods would not adequately capture the complex emotions, coping mechanisms, and perspectives mothers bring to their caregiving roles [22]. Qualitative methods, such as interviews and open-ended discussions, enable mothers to express themselves in their own words, generating rich narrative data for a comprehensive understanding of their experiences [23, 24].
This design was considered the most appropriate approach for understanding participants' inner reflections and lived experiences [25-27], enabling mothers to recount their stories from an insider perspective, as advocated in previous studies [28, 29]. The design also allows for probing follow-up questions to explore specific issues raised by participants in greater depth [28; 26].
To safeguard the integrity of the analysis, the researchers employed bracketing, setting aside their own preconceptions, biases, and personal experiences related to motherhood, congenital anomalies, and the Ghanaian healthcare system, in order to interpret mothers' accounts authentically from their own perspectives [30].
Reflexivity was practised throughout the research process to ensure ongoing awareness of the researchers' role and potential influence. A reflexive journal was maintained, in which thoughts, reactions, and possible biases arising during interviews and analysis were recorded. This continuous self-monitoring helped ensure that the findings remained grounded in participants' lived experiences rather than the researchers' own assumptions [31].
Study Setting and Participants Selection
The study was conducted at the Upper East Regional Hospital because the hospital serves as the principal referral facility for the region and provides specialized maternal and child healthcare services, including the management of children with congenital abnormalities. The setting was considered appropriate because it receives a substantial number of cases involving congenital abnormalities and offers access to mothers with relevant caregiving experiences.
A purposive sampling technique was employed to select participants who could provide rich and detailed accounts of the phenomenon under investigation. Eligible participants were mothers aged 18 years and above who were the primary caregivers of children with a confirmed diagnosis of a congenital abnormality, had provided care for at least six months, were receiving care or follow-up services at Upper East Regional Hospital, and were willing to provide informed consent. Mothers whose children had no confirmed diagnosis of a congenital abnormality, who had been caregiving for less than six months, or who were unable to participate in an in-depth interview due to severe illness or communication difficulties were excluded from the study [21].
Eligible mothers who consented to participate provided their contact information, after which interview appointments were scheduled at dates, times, and locations convenient for them. A total of ten mothers caring for children with various congenital abnormalities were recruited. The sample size was considered appropriate for an Interpretative Phenomenological Analysis (IPA) study, which emphasizes in-depth exploration of lived experiences rather than broad generalization. IPA studies typically employ small, homogeneous samples to facilitate detailed idiographic analysis of participants' experiences [21]. Furthermore, data collection continued until data saturation was achieved, that is, the point at which no new themes, insights, or information emerged from subsequent interviews. According to Morse [32], saturation is attained when additional data no longer contribute to the development of new conceptual understandings, indicating that the phenomenon has been adequately explored.
To ensure the trustworthiness and validity of the data collection instrument, a semi-structured interview guide was developed based on the study objectives and relevant literature. The interview guide was reviewed by experts in qualitative research, maternal and child health, and nursing to assess its content relevance, clarity, and comprehensiveness. Their feedback informed revisions to improve the wording, sequencing, and appropriateness of the interview questions. The guide was subsequently pre-tested with mothers who met similar characteristics to the study population but were not included in the final sample. The pre-test helped to identify ambiguous questions, assess the flow of the interview, and enhance the credibility and dependability of the instrument [33]. The final interview guide was therefore considered suitable for eliciting rich and meaningful accounts of mothers' caregiving experiences. 
Data Collection
A pilot testing was conducted in Navrongo War Memorial Hospital with four mothers who were not part of the study. This process aided the researchers in refining the interview guide, which resulted in minor changes. The interview guide was created using a literature review, and the questions were guided by the study's goal. The interview guide questionnaire was made up of semi-structured, open-ended questions with follow-up questions for additional clarification.
Interviews were conducted in a private consulting room within the Upper East Regional Hospital to ensure confidentiality and minimize interruptions. Each interview was conducted by the lead researcher, who is fluent in both English and the local dialects (Grune and Kusaal). Participants were given the option to respond in either English or their local language, and where local languages were used, the researcher, who is a native speaker, translated responses into English during transcription. To verify accuracy, translated transcripts were cross-checked by a second bilingual member of the research team against the audio recordings.
The researchers informed the participants prior to the interview that the questions would focus on their experiences raising children with congenital abnormalities. Interviews lasted between 45 and 70 minutes, with most averaging around 60 minutes. All interviews were audio-recorded and transcribed verbatim by the lead researcher using Microsoft Word, with transcripts subsequently reviewed for accuracy against the original recordings.
Throughout the data collection and analysis process, the researchers engaged in reflexivity through reflective journaling, in which personal assumptions, reactions, and observations were recorded after each interview. The research team also held regular debriefing sessions to discuss emerging themes, challenge individual interpretations, and document analytic decisions through memo writing, thereby supporting bracketing of preconceived notions and enhancing the credibility of the findings. The lead researcher, a health sociologist, brought a structural-inequality lens and partial cultural overlap with participants, which risked misplaced assumptions and confirmation bias. These influences were managed through reflective journaling and debriefing sessions to keep interpretations grounded in participants' own accounts. 
The initial sample was guided by purposive sampling based on information richness and idiographic depth, while participant recruitment continued until data saturation was reached, which determined the sample size of ten participants [34, 21,31].
Data Analysis
All audio-recorded interviews were transcribed verbatim into written text, with each transcript checked against the original recording for accuracy before analysis began. Analysis followed the interpretative phenomenological analysis (IPA) approach outlined by Smith and Osborn [28].
The first stage involved the lead researcher reading and rereading each transcript individually, immersing themselves in each mother's account before any coding began, in order to gain a holistic sense of her story as a whole rather than approaching it as fragmented data. During this stage, initial impressions, reflections, and points of interest were noted in the margins of the transcripts.
In the second stage, these initial notes were developed into more structured exploratory comments, capturing descriptive observations, linguistic observations (how she said it, including tone, pauses, and repetition), and conceptual observations (the researcher's interpretive reflections on the underlying meaning). From these exploratory comments, emergent themes were identified for each transcript, representing concise phrases that captured the essence of what the mother was expressing in that section of the text.
The third stage involved clustering these emergent themes within each individual transcript according to conceptual similarities, allowing related themes to be grouped together into preliminary subthemes specific to that participant's account.
In the fourth stage, a master table of themes was developed for each transcript, organizing the clustered themes into superordinate themes and subthemes, with each theme supported by direct extracts from the transcript to maintain a clear connection to participants' own words. Table 1 illustrates an example of this process, showing how raw transcript extracts were progressively transformed into exploratory comments, emergent themes, and finally subthemes for one participant.
The fifth stage involved a cross-case analysis, in which the individual master tables for all ten participants were examined side by side. At this stage, the research team held joint analysis sessions to compare themes across transcripts, discussing where themes converged across multiple mothers' accounts, where they diverged, and where seemingly distinct themes from different participants reflected a shared underlying concept. These discussions were documented through analytic memos, which recorded decisions about merging, renaming, or reframing themes based on the patterns observed across the dataset.
In the final stage, a single master list of superordinate themes and subthemes was compiled, representing patterns that were present across the majority of participants' accounts while still preserving the nuance of individual experiences within each subtheme. This final structure formed the basis for the thematic findings presented in this study, with selected verbatim extracts retained throughout to ensure that the analytic interpretations remained closely tied to participants' own words.
Ethical Consideration
The study was conducted in accordance with the ethical principles of the Declaration of Helsinki. Ethical approval was obtained from the Regional Health Directorate provided ethical clearance with approval number: RDHS/11/001 and all participants were given their consent to participate. Informed written consent was sought from all participants following the explanation of the aim, procedure, risks, and benefits of the study. It is completely up to the participants to choose whether or not to participate in the study and to withdraw anytime during the process without any penalty on their health care. Confidentiality and anonymity have been ensured by not collecting any personal identifiers from the participants. 
Results
Socio-demographic characteristics of the participants 
Table 1 summarises the demographic and clinical profile of ten mothers and their children involved in the study. The average maternal age was 19 to 45 years, where six out of ten women belong to the 25-40 years-old age group, which suggests that most of the participants consisted of reproductive and child-bearing-age women. The majority of the children have Down syndrome, with five out of ten children diagnosed with the syndrome (P3, P5, P7, P9, P10). Cleft lip/palate came second, involving three out of ten patients (P1, P6, P8). Two other conditions are one case of heart defect (P2) and spina bifida (P4). The average child's age is from 9 months to 5 years old, which means that the mothers in the study cared for infants and young children up to five years old.  
Table 1 Demographic data of the study participants 
	Participants
	Mother age 
	Condition 
	Child age 

	P1
	20-25
	Cleft lip/palate
	3 years

	P2 
	31-35
	Heart defects
	18 months 

	P3 
	25-30
	Down syndrome
	5 years

	P4 
	30-35
	Spina bifida 
	1 year 

	P5 
	19-25
	Down syndrome
	4 years

	P6 
	31-35
	Cleft lip/palate
	3 years 

	P7 
	25-35
	Down syndrome 
	4 years

	P8
	31-35
	Cleft lip/palate
	9 months 

	P9
	40-45
	Down syndrome 
	2 years 

	P10 
	36-40
	Down syndrome
	3 years

	
	
	
	


Source: Field data (2022)
Superordinate Theme and Sub-themes
Findings are categorised into three broad themes and subthemes: Navigating two worlds: where culture meets medicine when cultural beliefs clash with medical truths; Carrying it alone: the burden of mothering where the caregiving role doesn’t apply anymore, meaning that the unspoken belief about caregiving being solely the responsibility of the mother and decision-making as a collective process; and Finding a reason within the unexplainable: faith as a means of coping with the incomprehensible, emphasizing how faith becomes the anchor that keeps them going and their struggle to be understood within their own faith communities.
Table 2 Summary of the superordinate themes and subthemes
	Superordinate theme
	Subthemes

	Navigating two worlds: when cultural beliefs and medical reality collide
	1. Drawing strength from cultural belonging
2. The struggle to reconcile cultural meanings with medical facts

	Carrying it alone: the weight of motherhood when the caregiving script no longer fits
	1. The unspoken assumption that caregiving belongs to mothers alone
2. Decision-making as something shared rather than solitary

	Finding a reason within the unexplainable: faith as a way of living with what cannot be understood
	1. Faith as an anchor for continuing forward
2. The experience of being misunderstood within one's own faith community


Source: Field data (2022).
Presentation of the Results.
Superordinate Theme 1: Navigating two worlds: when cultural beliefs and medical reality collide
Superordinate Theme 1: Navigating two worlds: When cultural beliefs and medical reality collide. 
This theme captures the disorienting experience mothers underwent as they tried to hold two competing explanatory frameworks, inherited cultural understandings of illness and disability, and the biomedical reality of their child's diagnosis simultaneously in their minds. It comprises two sub-themes: drawing strength from cultural belonging, and struggle to reconcile cultural meanings with medical facts.
 Drawing strength from cultural belonging
For several mothers, cultural belonging was not simply a backdrop but an active resource that was mobilised at the moment of diagnosis. The extended family's response transformed an isolating medical event into a shared experience. These accounts suggest that culture functioned less as a set of beliefs about the condition itself and more as an embodied practice that restored a sense of agency and continuity at a time when both felt threatened. Conceptually, this resonates with broader phenomenological understandings of ritual as a way of re-establishing one's place in a disrupted lifeworld, culture here is not consulted, it is lived through. Participant (P10): Mother aged 36–40 years caring for a 3-year-old child with Down syndrome.
"In our culture, family is everything. When my child was diagnosed with down syndrome and cleft lip/palate, our extended family rallied around us. They saw it as a shared responsibility, and this communal support became a crucial part of my coping mechanism" (P10).
Participant (P9): Mother aged 40–45 years caring for a 2-year-old child with Down syndrome, a daily ritual became a way of containing fear within a familiar, manageable structure:
"Our cultural rituals gave me strength. Lighting a lamp every evening became a symbol of hope, connecting our family to a larger sense of purpose. It helped me cope with the challenges I faced caring for my child with congenital heart defects" (P9).
The struggle to reconcile cultural meaning with medical facts
This theme is important in relation to the fact that there was conflict that some of the mothers experienced in relation to the way in which congenital disorders were explained using culture and medicine. Instead of rejecting either view, the mothers often negotiated between these two perspectives in order to arrive at an understanding that worked for them. Participant (P5): Mother aged 19–25 years caring for a 4-year-old child with Down syndrome.
"In our community, there's this belief that disabilities such as cleft lip and/or palate are a result of past karma. It took time for me to separate these beliefs from the reality of my child's condition. Acceptance came with understanding and challenging these cultural norms" (P5).
Participant (P6): Mother aged 31–35 years caring for a 3-year-old child with a cleft lip/palate reacted:
"The cultural expectation of a 'perfect' child was hard to shake off. It influenced how I interpreted my child's condition (congenital heart defects) initially. Over time, I realized the need to redefine what 'normal' means for us" (P6).
Participant (P8): Mother aged 31–35 years caring for a 9-month-old child with a cleft lip/palate reveal how this tension extended beyond private belief into the social world, where stigma and competing systems of authority had to be actively managed:
"Our society here tends to hide disabilities like cleft lip and/or palate and associate with violating cultural taboo. Breaking through that stigma was challenging. I felt judged at times, but advocating for my child became a way of challenging these societal attitudes" (P8).
Participant (P7): Mother aged 25–35 years caring for a 4-year-old child with Down syndrome narrated her story:
"Cultural beliefs sometimes clashed with medical advice. There's pressure to rely solely on traditional remedies, but I had to navigate a middle ground. Bridging the gap between cultural expectations and modern healthcare was a constant struggle" (P7).
Superordinate Theme 2: Carrying it alone: the weight of motherhood when the caregiving script no longer fits
Superordinate Them 2: Carrying it alone: The weight of motherhood when the caregiving script no longer fits
This theme highlights the fact that mothers viewed themselves as a socially constructed role that was dictated to them based on gender and familial norms rather than as a role that was freely selected. The theme consists of two sub-themes which include the notion that caregiving should mainly be left in the hands of the mother and the making of decisions on the care of the child together. Mothers seem to accept these expectations until the caregiving role becomes too much and makes them re-evaluate and re-construct their roles.
The unspoken assumption that caregiving belongs to mothers alone
Participant (P6): Mother aged 31–35 years caring for a 3-year-old child with a cleft lip/palate indicated that caregiving was theirs alone to carry was rarely stated outright it was simply assumed, and resisting it became part of their journey:
"As a mother, the expectation was that I should solely bear the caregiving responsibilities. It was challenging, but challenging those gender norms within my family became part of my journey" (P6).
Participant (P2): Mother aged 31–35 years caring for an 18-month-old child with a congenital heart defect accounts show how this expectation extended into a broader cultural image of the "ideal mother” one that left little room for the mother's own limits or needs:
"Society expects mothers to be these perfect, selfless caregivers. It's a heavy burden. Learning to disregard those expectations and embrace my own version of caregiving was crucial for my well-being" (P2).

Decision-making as something shared rather than solitary
Although the task of caring for the sick child each day will be carried out by the mother alone, the greater implications and decision-making regarding the situation of the sick child are normally made together by all family members. Participant (P4): Mother aged 30–35 years caring for a 1-year-old child with spina bifida stated:
"Our family's decision to be open about our child's condition affected everything. From schooling choices to medical interventions, it was a collective decision. We found strength in our unity" (P4).
Participant (P3): Mother aged 25–30 years caring for a 5-year-old child with Down syndrome added:
"Decisions about treatments and therapies were never made in isolation. It was always a family discussion. Our choices were shaped by our shared understanding of what was best for our child" (P3).
Superordinate Theme 3: Finding a reason within the unexplainable: faith as a way of living with what cannot be understood
Superordinate Theme 3: Finding a reason within the unexplainable: Faith as a way of living with what cannot be understood
This theme describes how mothers relied on religion and spirituality not to make sense of why their children's disability existed but rather to help them to keep living, hoping, and connecting despite the difficulty of making sense of such an experience. This theme contains two sub-themes: faith as an anchor in moving forward and feeling misunderstood in one’s own faith tradition.
Faith as an anchor for continuing forward
Faith is not merely an immutable framework to help them explain their suffering but an active process that helps them cope with their suffering by putting themselves into a bigger story. Instead of giving rigid solutions, spirituality provides them with a dynamic approach to living in constant suffering. Participant (P10): Mother aged 36–40 years caring for a 3-year-old child with Down syndrome explained:
"My faith became an anchor. Praying together as a family gave us strength. It wasn't just about asking for a miracle; it was about finding peace and purpose in the midst of our challenges" (P10).
Participant (P9): Mother aged 40–45 years caring for a 2-year-old child with Down syndrome further added:
"Spirituality was my refuge. Our religious rituals provided a sense of continuity and hope. I believe that our journey is part of a greater plan, and that belief sustains me" (P9).
Participant (P6): Mother aged 31–35 years caring for a 3-year-old child with a cleft lip/palate described an active process of working through, rather than simply accepting, the question of why this had happened to their child:
"Viewing my child's condition through a religious lens brought both comfort and challenges. I struggled to understand why this happened to my child, but finding a balance between faith and my spiritual journey has brought me a measure of comfort and reassurance" (P6).
Participant (P7): Mother aged 25–35 years caring for a 4-year-old child with Down syndrome gave her testimony:
"Our religious community helped us make sense of our child's condition. They viewed it not as a punishment but as an opportunity for compassion and growth. It changed the way we approached the challenges" (P7).
The experience of being misunderstood within one’s own faith community
This theme indicates that whereas religion may have been an avenue of comfort for some mothers, it was a source of ostracism and discrimination for other mothers. Whereas some faith groups provided acceptance to those who attended them, there were others who were made to feel more alienated from such groups. Participant (P4): Mother aged 30–35 years caring for a 1-year-old child with spina bifida further gave her experienced:
"Within our religious community, there were misunderstandings. Some saw our child's condition as a lack of faith. It was hurtful, but we had to educate and advocate for acceptance within our religious circles" (P4).
Participant (P2): Mother aged 31–35 years caring for an 18-month-old child with a congenital heart defect further explained the misinterpretation of this:
"Our religious beliefs clashed with medical treatments, causing misinterpretation of the child conditions. We needed to have an open conversation within our community to clear up misconceptions and find a way forward" (P2).
Discussion 
The purpose of this research was to explore and interpret the socio-cultural context of mothers' lived experiences with congenital abnormalities. The discussion focuses on the following major findings: navigating two worlds: when cultural beliefs and medical reality collide; carrying it alone: the weight of motherhood when the caregiving script no longer fits; and finding a reason within the unexplainable: faith as a way of living with what cannot be understood.
Mothers' interpretations of their children's congenital anomalies were not fixed or purely medical but were actively constructed through shared cultural meanings within their communities. The way in which some mothers drew strength from cultural belonging illustrates how stigma, shame, and isolation were not inherent consequences of the medical condition itself, but products of socially negotiated meanings that label certain bodies as "abnormal" and attach moral or spiritual significance to that abnormality. These meanings are produced and reinforced through everyday interactions, gossip, and community discourse, which is why some mothers internalized shame while others, situated within more accepting social networks, did not [35, 36].
The variation in coping mechanisms observed across participants can similarly be understood as a reflection of differing local "stocks of knowledge" available to mothers. Where extended family structures were strong, collective caregiving norms provided mothers with a ready-made interpretive framework that distributed responsibility and reduced isolation. In more individualistic contexts, the absence of such shared frameworks left mothers to construct meaning largely on their own, often resulting in greater reliance on self-reliance narratives. This supports the literature indicating that religion, family, and faith beliefs serve as important sociocultural coping resources [37, 5, 7], as these shared belief systems function as collectively constructed scripts that mothers draw upon to make sense of their experiences.
The struggle mothers faced in reconciling cultural meanings with medical facts is further illuminated by the coexistence of multiple, sometimes competing, social constructions of illness within the same community. These competing frameworks are not simply individual beliefs but are sustained by religious institutions, traditional healers, and biomedical systems, each offering a different "legitimating narrative" for the child's condition [38, 4]. This explains why the present findings appear to contradict literature suggesting that mothers face challenges primarily due to lack of medical knowledge, healthcare responsiveness, and family support [39, 7]. In the Ghanaian context studied here, cultural and religious meaning-systems may have provided alternative sources of legitimacy and support that buffered some of the deficits identified in health-system-focused studies, particularly where extended family and community structures remained intact [40, 4, 5].
The link between cultural norms and stigma also helps explain the elevated stress levels reported among mothers compared to fathers in prior research [40, 2]. Because mothers are typically positioned, through socially constructed gender expectations, as the primary bearers of a child's social identity, they are more directly exposed to community judgment regarding their child's condition. Stigma is therefore not merely an external stressor but becomes internalized as a threat to the mother's own socially constructed identity as a "good mother," intensifying psychological distress. Cross-cultural differences in emotional expression [41,37] can similarly be understood as evidence that emotional responses to congenital anomalies are themselves culturally constructed rather than universal biological reactions. The way mothers expressed grief, acceptance, or resilience reflected culturally available "emotion vocabularies" rather than fixed psychological states, reinforcing the idea that even internal experiences are shaped by collective meaning-making processes. The challenges associated with certain cultural practices among mothers in low-resource settings [42, 36] can be interpreted not simply as harmful traditions, but as practices constructed historically to address uncertainty about illness causation in contexts where biomedical explanations were inaccessible. While these practices may pose challenges, they persist because they continue to provide meaning and a sense of control within communities.
The unspoken assumption that caregiving belongs to mothers alone was not an incidental finding but a structurally reproduced reality. The centrality of mothers in caregiving, as reinforced by extended family members such as mothers-in-law and grandmothers, reflects how gender roles are not biologically predetermined but are continuously reproduced through family interaction and intergenerational transmission of expectations. Each instance in which caregiving responsibilities were assigned to mothers by default reinforced a broader social script that equates motherhood with self-sacrifice a script that mothers themselves often came to accept as natural rather than socially constructed [43, 38].
This helps explain why the strain on family dynamics and the burden of poverty disproportionately fell on mothers [37,39]. The "selfless caregiver" identity is not simply imposed externally; it becomes part of how mothers understand themselves, making it difficult for them to seek relief without experiencing identity-related guilt. The connection between gender inequality and maternal morbidity observed in The Gambia [41, 37] further illustrates how socially constructed gender hierarchies translate into material health outcomes. When caregiving is constructed as inherently feminine work, the structural supports financial, medical, and social needed to sustain that work are often under-prioritized, placing mothers at compounded risk.
While the burden of caregiving labour fell largely on individual mothers, decision-making around the child's condition was experienced as something shared rather than solitary, negotiated collectively within the family rather than determined by mothers alone. Family decision-making around treatment, education, and disclosure was heavily influenced by extended relatives [36], reflecting how such decisions were not purely practical but were embedded within socially constructed obligations regarding family honour, lineage, and communal identity. This reveals an important tension: the weight of daily caregiving and the authority over key decisions occupied entirely different social spaces within the same family system, with mothers bearing the former while the latter remained a collective undertaking.
Religious and spiritual frameworks emerged as powerful tools through which mothers constructed meaning from their children's conditions, functioning less as private belief systems and more as socially shared scripts that reframed the child's condition within a broader narrative of faith, testing, or divine purpose. Most of the mothers, faith served as an anchor that made continued caregiving not only bearable but meaningful, situating their experience within a recognizable and validated community narrative that reduced the isolating effects of stigma. This collective meaning-making is consistent with literature on superstitious beliefs shaping attitudes toward children with congenital anomalies [38], reflecting how religious and supernatural explanations are not isolated misconceptions but are embedded within broader cultural systems of causality that predate and often coexist with biomedical understanding. Similarly, the influence of cultural rituals on postpartum depression severity [39] suggests that the emotional aftermath of childbirth is interpreted through socially available rituals that either validate or suppress maternal distress depending on community norms.
However, faith communities were not uniformly supportive, and the experience of being misunderstood within one's own religious community added a distinct and painful dimension to mothers' struggles. The internal conflicts mothers experienced between religious doctrine and lived reality, and the tensions between faith-based practices and medical recommendations [40, 42], can be understood as moments were competing socially constructed systems of meaning the religious and the biomedical came into direct conflict, requiring mothers to actively negotiate which interpretive framework to prioritize. For some, this negotiation was further complicated by judgment from within their religious communities, where the child's condition was interpreted as evidence of spiritual failing, transforming a potential source of solace into an additional source of burden and exclusion [42, 44].
The findings suggest that interventions aimed at supporting mothers of children with congenital anomalies in Ghana should address not only individual psychological needs or healthcare access, but also the broader social and discursive environments community attitudes, gendered expectations, and religious narratives within which mothers' experiences are continuously constructed and reconstructed and faced challenges and coping experiences in caring for children with abnormality disorder (45).
Limitations 
First, the study's exclusive focus on mothers, though justified by their centrality in caregiving, meant that the perspectives of fathers, healthcare providers, and extended family members were not captured as independent voices, and this exclusion was not explicitly discussed as a deliberate design constraint. Since each of these groups plays a significant role in shaping the caregiving experience fathers as co-mothers with potentially different interpretive frameworks, healthcare providers as key actors at the point of diagnosis and treatment, and extended family members as sources of both support and pressure their absence limits the comprehensiveness of the findings. Future research would benefit from adopting a more inclusive sampling strategy that brings these multiple perspectives into dialogue.
Second, the use of Interpretative Phenomenological Analysis, while well suited to exploring individual lived experience in depth, necessarily prioritises depth over breadth. The small, purposive sample that characterises this methodology means that findings cannot be generalised beyond the specific contexts and experiences of the participants included. The transferability of these findings to mothers in other regions of Ghana, or to those navigating different healthcare or community environments, should therefore be approached with caution.
Third, although the lead researcher's background as a health sociologist with partial cultural overlap with participants offered interpretive familiarity, it also introduced the risk of assumption-based reasoning and confirmation bias. While reflexive strategies including journaling and peer debriefing were employed to manage these influences, the possibility that pre-existing theoretical frameworks subtly shaped the interpretation of data cannot be entirely ruled out.
Fourth, data were collected at a single point in time, meaning that the longitudinal dimension of mothers' experiences how their coping strategies, meaning-making processes, and relationships with cultural and religious frameworks evolved over the caregiving trajectory was not captured. A longitudinal design would offer a richer account of how mothers' experiences shift as their children grow and as they accumulate caregiving experience over time. 
The study's exclusive focus on mothers meant that the perspectives of fathers, healthcare providers, and extended family members were not captured, yet this was never justified as a conscious design decision. Since each of these groups plays a significant role in shaping the caregiving experience, future research should adopt a more inclusive sampling approach to generate a fuller understanding of the phenomenon. 
Conclusion
This study examined the lived experiences of mothers taking care of children with congenital abnormalities in the Upper East Regional Hospital through the use of Interpretative Phenomenological Analysis framework. It is evident from the results of the study that the caregiving experiences of mothers were influenced heavily by the interrelationships between culture, gender and religion in the sociocultural setting. A number of the mothers reported facing discrimination and myths associated with congenital abnormalities, mostly based on the spiritual causes of these problems, while gender roles made mothers responsible for caregiving activities, posing various emotional, social and financial difficulties. On the other hand, religion played a significant role in offering hope to mothers, although it was also instrumental in making some health-related decisions in some cases. Therefore, the experiences of mothers taking care of children with congenital abnormalities are multi-faceted and closely intertwined with the sociocultural environment in which they operate.
Recommendations for Policy and Practice
The findings carry clear implications for both policy and clinical practice. Healthcare providers should be trained in culturally responsive communication that acknowledges mothers' spiritual and cultural explanatory frameworks rather than dismissing them, introducing biomedical information alongside, rather than in replacement of, existing belief systems. Given that the moment of diagnosis is particularly fraught with competing interpretive demands, hospitals serving this population should integrate dedicated counsellors into antenatal and neonatal units to address both the emotional and cultural dimensions of a congenital anomaly diagnosis, ensuring mothers are not left to seek answers solely from religious leaders or extended family.
Since decision-making was experienced as a collective rather than individual process, hospital-based education sessions should explicitly involve extended family members and local religious leaders, allowing medical information to enter the same social channels through which cultural and religious narratives are transmitted. Complementing this, formal referral partnerships between hospitals and faith-based community networks would recognise religious coping as a legitimate extension of the care pathway rather than something separate from clinical management. Routine screening for caregiver burden should also attend to gendered family dynamics, with providers enquiring about the distribution of caregiving responsibilities within the household and gently encouraging shared care where imbalance is identified. Finally, community health workers conducting home visits should be equipped to recognise signs of stigma-related distress and have clear referral pathways to counselling services, reducing reliance on mothers to self-identify and report their own psychological difficulties.
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