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Introduction: Children with Orofacial cleft (OFC) require specific support that can be challenging for their caregivers due to the various challenges associated with OFC. The use of photovoice in cleft research is scant. Thus, we used the photovoice approach to investigate the challenges and coping mechanisms of caregivers of children with OFC.



Methods: We conducted community-based participatory research using the photovoice approach and focus group discussion to investigate the challenges and coping mechanisms of caregivers (36 females and two males) of children with OFC at the Lagos University Teaching Hospital Cleft Clinic, Idi-Araba, Lagos, Nigeria. Three semi-structured group discussions and one focus group discussion with 10 caregivers across the three groups. Through a day exhibition, the caregivers created awareness about OFC, shared their challenges and coping strategies with caring for a child with OFC to key stakeholders.



Results: The caregivers highlighted the difficulty of caring for children with OFC, particularly feeding and financial constraints. Nasal regurgitation and the inability of children to latch on to the breast made feeding difficult. Most caregivers adopted baby formulas, but they lamented their high cost, exacerbated by either losing their businesses or resigning from work to care for the children. The major coping mechanism was resilience through faith and spirituality.



Conclusion: Burden of care was a major challenge for caregivers of children with OFC. Feeding and financial challenges were major burdens, leading the caregivers to hold on to faith and spirituality for succor. Health providers must educate caregivers on sustainable feeding techniques and management of their ward's feeding to meet the required feeding expectations regarding the children's weight.
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Introduction

Globally, orofacial clefts (OFCs) are the most common birth defects of the head and neck region, affecting 1 in 700 live births (1). In 2019, an estimated 4 million people were affected by OFCs across the world (2). The rate of OFCs varies across ethnic groups and geographic regions, and is lowest in Africans (3). Generally, people living with OFC require comprehensive care ranging from surgical to speech therapy, and the burden of care for clefts often affects the overall quality of life of affected individuals and their families (2, 4, 5). Individuals with clefts, particularly children, may experience behavioral challenges and displeasure with their physical appearance and speech during early childhood development (2, 6, 7). Orofacial clefts often lead to significant financial, educational, medical, psychological, and cultural problems and have been reported to lead to infanticide due to pressures of stigmatization and a lack of sociocultural support for affected families (8–10).

Caring for a child with a cleft requires significant emotional and financial responsibilities from caregivers (2, 8). Growing evidence has shown that caregivers of children with OFC often experience stressors associated with the burden of care (2, 11). Recent studies (including systematic reviews) reported a higher prevalence of mental disorders, such as depression, among caregivers of children with clefts (2, 12). Furthermore, some studies have shown the association between caregivers’ health and that of their children (2, 13). It is therefore imperative to investigate the challenges of care and coping strategies among caregivers of children with OFC. Moreover, individuals respond differently to stigmatizing health conditions like clefts and develop coping mechanisms and resilience (14, 15). Studies in sub-Saharan Africa (including Nigeria) and elsewhere have reported the link between resilience and improved health outcomes among individuals experiencing adversities (14–17).

To identify caregivers’ challenges and coping strategies, we used a participatory research approach called photovoice. Photovoice is an innovative approach to community-based participatory research (CBPR), which uses pictures taken by the participants in addition to storytelling to communicate the participants’ perspectives to critical stakeholders and other people from their community (18–21). A US study conducted among families of children with medical complexities used photovoice approach to identify caregivers’ challenges and concerns as well as their coping strategies to care for their children (19). In photovoice approach, learning occurs via the collaborative efforts of participants in the process of reflecting on and discussing salient community issues that affect them (19, 22). The use of photovoice can lead to an increased awareness of the resources in the community, improved community engagement, and the promotion of self-efficacy among research partners (19, 21, 23). Although previous research has used photovoice to document the perspectives of individuals and communities with varying characteristics, few have used it for caregivers and children working together at all project stages. None of the existing research in resource-constrained settings, such as those found in sub-Saharan Africa (SSA), has focused on or used photovoice to examine the experiences of caregivers of children with OFC, who face unique challenges because of the physical, mental, and psychological needs and associated stigmatization. It is against this backdrop that the current study used photovoice approach to investigate the challenges, concerns, and coping mechanisms of caregivers of children with clefts in Lagos, Nigeria.



Methods


Study design and setting

This study adopted a community-based participatory approach (e.g., photovoice) and qualitative design [e.g., focus group discussion (FGD)] to explore caregivers’ experience caring for children with OFC. Specifically, we combined photovoice approach with FGD to understand the challenges of caregivers of children with OFC receiving care at the Lagos University Teaching Hospital (LUTH), Idi-Araba, Lagos State, Nigeria. The tertiary hospital, founded in 1961, serves as a major referral center, including for OFC patients within and outside Nigeria (24).



Participants and recruitment

The study recruitment and implementation were co-led by InSiGHt Health Consulting, a for-profit local organization with over twenty years of experience implementing health programs and interventions in Nigeria. We purposively recruited caregivers of children with OFC receiving care at LUTH between December 2023 and February 2024. We recruited participants who were at least 18 years old at the time of the study, played a major role in caring for the child, and were available for the study duration. We used the criteria for “not staying” too far to minimize attrition and to increase the likelihood of having sufficient data for analysis. Forty caregivers consented to participate in the study, but two dropped out because they relocated. Therefore, 38 caregivers completed the study, and only two were males. We divided the caregivers into three groups for better coordination and ease of communication.



Photovoice approach

The study utilized the photovoice method—a community-based participatory research approach—to gather data from caregivers of children with OFC. This method allows participants to tell their own stories. Photovoice originated from the work of Wang & Burris (25). This approach requires that participants, through taking photos, express their lived experiences and views (26). Our study participants were trained on camera use, the photovoice technique as a data collection tool, the basics of photography, and data reporting. Participants were encouraged to take photos that answered the research questions. They described their photos afterwards using the See, Happening, Our lives, Why, Educate, and Do (SHOWeD) method. Through the SHOWeD framework, participants, while speaking to the photos, discuss what they see in a photo, what is happening in the photo, how it affects their daily lives, why the situation in the photo exists, how it can educate or empower the community, and what we can do about the identified issues (26).


Photovoice training

We organized a one-day physical training session with the caregivers. As recommended by Wang & Burris (25), the first training was to brief and educate the caregivers on how to use the camera and the ethics of photography. Specifically, we first discussed the study methodology, research questions, camera handling and usage, and the type of photos required. Secondly, we discussed photography ethics to ensure that participants took photos following the right guidelines, including consent seeking when other people or properties are involved in the photographs. Following this, we had practical photography sessions to build participants’ skills and confidence while in the field. Using the pictures taken during the photography session, we further deepen caregivers’ understanding of photography by explaining directions, use of space, shades and light, angles, and framing. We included this to ensure that the participants took high-quality and thought-provoking photos. Finally, we provided and taught the caregivers how to document photographs taken, properly tag them for identification with respect to time, and date from the camera into a pre-designed worksheet.




Data collection

The entire data collection (FGD, group discussions, and photos) happened between January and May 2024. The caregivers retained the cameras provided for the training for the main project. The caregivers took photos between January and April 2024. To facilitate bidirectional communication between caregivers and the research team, and to provide an opportunity for caregivers to ask questions or discuss challenges promptly during the data collection period, we created three WhatsApp groups (one for each group) with their consent. We called caregivers once a week to gather feedback and address any research-related issues they encountered during the study. Caregivers (n = 3) without WhatsApp-enabled mobile phones were called more than once weekly for feedback since they had no access to discussions in their various groups. Furthermore, we held bi-weekly physical check-in meetings with each group separately to address issues and concerns with the data collection. We also reviewed and retrieved photos during those meetings. It was necessary to retrieve photos early because one of the lessons learned in the pretest was the loss of photos, as some participants had mistakenly deleted them. Therefore, we took these steps to preserve the data.

We created a folder for each caregiver with their individual unique IDs and saved the retrieved photos on a secure laptop. We retrieved, sorted, and discussed the photos during the bi-weekly meeting with each group. In each group (n = 3 group discussions), the caregivers discussed their photos using the SHOWeD framework, and the group selected representative photos. Later, all groups met in a combined group meeting to discuss and analyze the 75 photos chosen across the groups. The team asked caregivers whose photos were selected to discuss their photos using the SHOWeD approach, and the group collectively chose the final exhibition photos. They selected 30 photos (including a narrative for each photo) that best represented their experiences and presented them in an exhibition to key stakeholders such as cleft care providers, government officials, non-governmental organizations, community members, and researchers. Furthermore, six weeks after the end of the photovoice activities, we conducted one FGD with 10 participants across the three groups in May 2024 to further understand their experiences (including challenges and coping strategies) with caring for children with OFC, as well as taking photos to document their challenges and happy moments. An experienced male interviewer (research assistant) led the group discussions and the FGD, while another assistant was responsible for notetaking. The interviews were audio-recorded with the consent of the participants. The group discussions and the FGD lasted between 90 min and 180 min, respectively, and were conducted in English. Besides the light refreshments we provided, each participant received N15,000 per visit (US$10) and was asked to keep the study camera at the end of the study as a token of appreciation for their time and participation.



Photo exhibition

The photo exhibition was held on July 3, 2024, at LUTH, with the following stakeholders in attendance: the caregivers, dental consultants, past and present LUTH Medical Directors and the College Provosts, Smile Train team, InSiGHt Health Consulting team, the University of Iowa research team, journalists, and the media.

The exhibition was in four parts. First, a brief overview of the project was shared with all present at the exhibition. Second, we created a 7-minute video documentary based on our findings, which prompted a dialogue with the audience. Third, five representative caregivers nominated by their colleagues shared their experiences with the stakeholders, guests, and other caregivers who were present. This was followed by a discussion. Finally, we displayed 15 boards, each containing two photograph posters with illustrations that addressed the project objectives and research questions. The caregivers, whose photographs were displayed, then interacted with stakeholders who visited their respective boards, shedding more light on their pictures, i.e., why they took those pictures and what they meant to them.



Data management and analysis

An experienced transcriber manually transcribed all audio files verbatim into texts, and the transcripts were checked for accuracy by another interviewer. All identifying information was removed from the interview transcripts to protect confidentiality. The transcripts were checked with the audio files to make sure participants’ thoughts were captured correctly. The data was stored and managed in a secure web-based shared drive with restricted access.

Two researchers (OB, BA) skilled in qualitative methods manually coded the interview transcripts. Following the Braun & Clarke approach, we adopted inductive thematic analysis for the photo narratives and interview transcripts (27). The approaches included (1) familiarization with the findings, (2) initial coding, (3) identification of themes, (4) extensive review of the themes, (5) theme and sub-theme definition, and (6) finding report (27). The analysis was conducted by an experienced PhD student (OB) and one of the investigators (OA), who has over 15 years’ experience in qualitative research and implementation science. The two analysts (OA & OB) independently coded and compared coding until consensus was reached; the same procedure was carried out to ascertain inter-coder reliability. The analysts reiteratively assessed and selected the representative quotes and photos without bias. Moreover, the analysts shared the selected quotes and photos with the broader research team for further validation.

To ensure rigor, we followed the eight criteria for excellent qualitative research by Tracy (28) as well as the consolidated criteria for reporting qualitative research (COREQ) checklist (29). First, we ensure self-reflexivity by constantly checking our biases as researchers and providing a detailed account of our methodology. Second, we ensured credibility by providing a detailed description of the methodology, enabling reproducibility and transferability, and triangulated findings from the FGD with those from the photovoice analysis for a more robust finding. Lastly, we ensured meaningful coherence by connecting our findings and situating them in line with earlier studies.




Results


Participant characteristics

Most of the caregivers were females (36; 95%) and mostly mothers (35; 92.1%) between 31 and 40 years old (19; 50.0%) and had tertiary-level education (23; 60.5%; Table 1). Notably, we did not see any differences in themes by age group or gender.



TABLE 1 Sociodemographic characteristics of the caregivers (n = 38).



	Sociodemographic
	Frequency
	Percentage





	Sex
	
	



	 Female
	36
	94.7



	 Male
	2
	5.3



	Age (years)
	
	



	 21–30
	7
	18.4



	 31–40
	19
	50.0



	 41–50
	12
	31.6



	Highest level of education
	
	



	 Primary
	5
	13.2



	 Secondary
	10
	26.3



	 Tertiary
	23
	60.5



	Relationship with child
	
	



	 Mother
	35
	92.1



	 Father
	2
	5.3



	 Grandmother
	1
	2.6









Key findings from the qualitative analysis

When we asked the caregivers what has made it easier or harder to live their daily lives as caregivers of a child with OFC and to be part of their community, challenges such as caring for children with OFC, feeding difficulty, financial challenges and expensive baby food were common; and they identified faith and spirituality to be their key coping strategies.



Theme 1: challenges associated with caring for children with OFC

Participants highlighted some of the challenges associated with taking care of their children with OFC, as identified below.


The burden of care

The burden of care among participants is multifaceted. All the caregivers clearly expressed that caring for a child with OFC is a difficult task.

A participant shared their frustrations of taking care of two children simultaneously:


“Caring for a patient with clefts, especially when the babies were twins, like mine, wasn't easy… even at night, sometimes, when they were babies, the other would cry. I would have to take care of the twin sister with clefts, especially when I put the appliance in her mouth. It was not easy at all” (P1).



Several caregivers reported that it was difficult for them to present the children in the community due to stigmatization and discrimination, leading to the constant need to hide their children. One participant captures this better:


“To me, I am not happy, so I had to hide the child from other people, for them not to see her and gossip about it in the streets. It is not easy for me to have a baby you cannot carry… you cannot show them off, you have to keep them separate” (P2).



Some caregivers also mentioned that their movement was restricted and leaving the children for a longer period was difficult because they needed closer monitoring and special care:


“It was not easy living with a cleft or palate child because you cannot move around easily the way you used to do. But when you are going anywhere your mind will be on that child. How is he feeling?” (P5).



Furthermore, some participants mentioned that the burden of care resulted from resigning or stopping work to care for their children full-time. This led to lower earning power and socioeconomic status. A participant explained this challenge concisely:


“I have to ask myself: do I want to take to my career, or do I want to stay with this child? She needs me at this moment in her life. You know, I have to give up my job. At the time I was resigning, I was crying that God, it is not as if it is intentional for me to resign, it is not as if they sacked me, but I have to sacrifice my own time, you know, my career just because I want to take care of this girl, God, please support me, help me on this journey..” (P5).





Feeding difficulty

During the FGDs, many of the caregivers overwhelmingly articulated that feeding was a major challenge in caring for children with OFC. For example, one caregiver mentioned her ordeal with nasal regurgitation while feeding her child:


“There was an experience I had..I thought, after feeding her, let me just put her down immediately I placed her down she had to, you know, bring everything out from her nose, her mouth” (P2). In fact, some caregivers mentioned that allowing an “inexperienced” person to feed their children was not recommended: “Feeding them [children with cleft] is also not easy. You cannot give them to an ordinary person to feed them for you” (P4).



Similarly, speaking to one of her photos (Figure 1), a caregiver narrated how “food comes out of…nostrils.” (P6; group meeting 2).


[image: A young child in a white shirt with a cleft lip has their eyes obscured by a black rectangle. They appear to have food residue near their mouth and nostrils. A text box beside the image quotes a caregiver expressing challenges in feeding the child, describing difficulty with food coming out of the nostrils and the emotional distress this causes.]
FIGURE 1
Feeding is an emotionally distressing experience for mothers of children with OFC.


We probed how caregivers resolved this feeding difficulty, and most of them had an improvised spoon that enabled them to feed the children:


“…so there is this kind of spoon, not really spoon, like a feeder wait is like a spoon form, yes, that was given to us. So, it really helped me a lot in feeding her” (P2).



Moreover, many caregivers mentioned the breastfeeding challenge in particular as one of the difficulties of caring for children with OFC:


“The first challenge was breastfeeding because I have a baby with a bilateral cleft lip and palate, so it's not really easy for him to breastfeed to suck” (P1).



Additionally, the caregivers hinted that feeding difficulty was bidirectional—the inability of the infants to suck or latch was reported earlier as poor milk supply from the breast. We probed how caregivers overcame this particular feeding challenge; most relied on breast pumps. For example, one caregiver said:


“I went to go and buy the electric one that I'm using to breast pump it so that that one is now easier” (P5).






Financial constraint

Financial struggle was another major challenge that emerged. Many caregivers struggled with the financial need of caring for the children. This includes funds needed to buy baby formulas, run medical tests, and perform the much-needed surgeries. For example, following the OFC diagnosis, one caregiver was concerned about the money required to care for the child:


“Then, after we have been told the process of bringing the child back to normal, it boils down to financial challenges…I remember when I have the thought of how do I raise money for so-so test so-so this so-so that it was a real challenge” (P4).



While interpreting their photos on feeding difficulty, some caregivers lamented about the cost of baby formula (Figure 2). Below is a representative photo and a description of the feeding challenge they experienced:


[image: A can of Nestlé Lactogen 1 formula for infants aged 0-6 months is placed on a table. Beside it is a testimony detailing a caregiver's experience using Lactogen as an alternative to breast milk due to a child's cleft condition, describing the necessity and financial burden of purchasing such products to ensure the child gains weight.]
FIGURE 2
The financial impact of OFC on families.


Another caregiver narrated personal sacrifices they had to make alongside financial support from family members before they could buy baby formula to feed their child:


“…when I pump now, in the next 30 min, she wants to eat again. If I want to pump again, there is no breast milk again. I have to complain. They said I should go and buy NAN One [baby formula]. Even when I have not eaten enough, I have to go and buy another one. Where will I get money for another one? I will start begging. I will call my brother, hello. I will be calling them; please help me. Somebody will send N5,000 today; I will buy [baby formula]. Before that one finishes, I will still call another person. Two, three days, that's finished. I was ashamed of myself…I only stay at home with her. And there is no way to get the money…” (P5).



Furthermore, some participants mentioned that the burden of care exacerbated their financial struggles, as some of them had to sacrifice jobs that could put them in a better financial position to care for their children. A participant shared her experience:


“…when this baby came, I was at the tip of grabbing something very big [employment opportunity], but I had to drop it, so the fact that I had to drop so many things that will bring me very great, great achievements..I don't joke with business. I don't joke with anything that is supposed to push me to the next [level], but…everybody around me…was surprised that…I had to drop those things” (P4).



We asked the caregivers about the ways they navigated their financial struggles, and many of them mentioned how they got surgical support through Smile Train (an international non-governmental organization providing financial support for cleft surgery):


“…to the glory of God, he brought Smile Train to us because if not, I remember the first surgery I did for my son. I don't know about Smile Train. I knew what it took me and the family to come to have that surgery done and the stress involved. I so much give it to this Smile Train unit in LUTH. They are extraordinary because I've done [first child surgery], I did my first son. I have two children with clefts. I did my first son own the first one outside LUTH… I knew what I passed through, so Smile Train came and gave us a platform to breathe because before we saw personally, this is my personal experience…” (P3).



One participant narrated the immediate impact of the free surgery on caring for her child:


“I overcome through Smile Train, especially the challenge of bathing. First day we got home after the surgery, I bathed my baby from [the] head like I poured water over her head… I bathed her from the head; nothing happened. Smile Train is the secret to my smile” (P4).





Theme 2: resilience through faith and spirituality


Faith and spirituality

Group discussion transcripts, along with several photos taken by participants and the reasons behind them, point to the fact that caregivers sought resilience in faith and spirituality. Some of them alluded to their belief in the supreme being and prayers. For example, in Figures 3A,B, some participants describe how they pray to relieve challenges, pressure, and stress associated with caring for a child with a cleft.


[image: (A) A person kneels on a patterned couch with their hands clasped, engaged in prayer. The setting includes household items and text emphasizing prayer's importance in caregiving.\n\n(B) A grayscale image of hands resting on an open Bible, highlighting prayer's role in managing stress and emotions related to cleft caregiving.]
FIGURE 3
Prayer is an improtant coping mechanism for mothers of OFC infants.


Similarly, in the FGD, the caregivers affirmed that spirituality, faith, and hope made them resilient to some of the challenges they faced caring for their children with OFC. Prayer and faith in God were their coping strategies as reported by the following participant: “…these issues make me to know that I'm a strong woman. I can overcome anything with God” (P3):

Another participant interpreted her caring for a child with cleft as a test from God, and she believed being closer to God through her faith and in prayer has helped her thus far:


“God can test anybody in any way, so don't think I am too religious, I am too smart, I am this, I am that. No, the test of God comes in a…and we need to take it with pride and face it up and God wants to know how best you can do or if you are going to pass it or not, so it is a kind of test to me, and to God be the glory, we have been able to do it. And the last one is that it makes me more closer to God…I commit everything [to God]; God I am going to LUTH today let me go and come back safe, this surgery I want to do. I commit everything into your hands, and He has been there for me” (P5).







Discussion

We explored the challenges OFC caregivers face and the strategies they have used to foster resilience with photovoice approach and FGDs. Both FGD transcripts and photo illustrations show that caring for children with OFC was challenging for our study participants, particularly the issues around feeding. This finding is consistent with the previous literature (30, 31). For example, caregivers in Kenya (31) and South Africa (30) have also reported feeding difficulty as the biggest challenge they face in caring for children with OFC. One common feeding problem was the nasal regurgitation of ingested food, similar to what other studies have reported (30, 32). Ligot and colleagues (32), for example, reported that more than half of the caregivers they interviewed in the Philippines experienced feeding challenges with their children. Most of the caregivers we interviewed find feeding challenging due to nasal regurgitation, and they addressed this issue by using specialized spoons to feed their children. Caregivers of children with clefts in Kenya, Uganda, and the Philippines have also reported using specialized spoons and other techniques, such as syringes and softplas feeding bottles, to address their children's feeding difficulties (31–33).

In addition to nasal regurgitation, female caregivers highlighted that their feeding challenge was sometimes due to a lack of breast milk production. This echoes the findings of Kaye et al. (34) who found that 90% of mothers who stopped breastfeeding did so because of loss of breast milk production. Moreover, we found that mothers used breast pumps, similar to some earlier reports (33, 34), to sustain breast milk production and to overcome breastfeeding difficulties. However, some mothers in Uganda reported that breast pumps did not sustain milk production (33). The possible explanation for the lack of sustained milk production could be the inadequate stimulation of the hormones (prolactin and oxytocin) needed to sustain breast milk production via infant suckling (35).

The feeding difficulties these caregivers face have implications for them and their children. For example, while spoons and other feeding techniques can alleviate the feeding challenge for children with OFC to some extent, there is evidence that they can experience more parental stress than mothers who breastfeed (36). Furthermore, poor latching or prolonged need to feed the children can be tiring, leading to feeding with a less required volume, which is associated with weight loss and, in some cases, malnutrition or death (34, 36, 37). Ligot et al. (32) concluded that feeding difficulty ideally should not be a challenge, at least for the nasal regurgitation, with the modified feeding bottles (e.g., infant- and caregiver-directed bottles) (38) and positioning techniques available that can be taught to caregivers, especially breastfeeding mothers, to avoid nasal regurgitation (32). We recommend that hospital facilities providing care to children with OFC may need to liaise with non-governmental organizations like Smile Train to subsidize supplementary milk and specialized bottles, such as softpals, to relieve caregivers of their feeding difficulties.

We also observed that many caregivers in our study struggled financially while caring for their children. The caregivers discussed the cost of baby formula and medical bills, such as surgery. However, unlike the reports from other studies that the cost of surgery was a major financial struggle and even the biggest challenge in caring for children with OFC (39, 40). Our study participants complained and emphasized the financial cost of feeding more than OFC surgery, perhaps because Smile Train takes care of surgical costs at the cleft hospital. Specifically, many caregivers in our study complained about the cost of purchasing supplementary milk (formula) to feed their children and the specialized feeding bottles.

This issue has also been raised by other caregivers in Egypt (41), Uganda (33), Kenya (31), and Iran (42). Raising money to ensure that their children were fed well was sometimes exacerbated by the loss of jobs or inability to work or earn money, with many caregivers citing the need to sacrifice their jobs to provide more comprehensive and specialized care to the children. Loss of socioeconomic power associated with the burden of care, at least for many mothers, appears to be common among caregivers in similar settings. For instance, some mothers in Kenya (31) and South Africa (30) reported the need to quit their jobs or not get paid because of frequent absences from work to care for their children. This calls for employers to support caregivers of children with OFC to alleviate the financial, emotional, and psychological stress of caring for their children.

To manage the stress associated with caring for their children (especially feeding and the financial needs), many participants opted to be more spiritual and faithful in their relationship with God to foster resilience, believing their children would get the needed help and lead a normal life like children without clefts. Some caregivers in our study considered having a child with OFC as their fate and a test from God. This is similar to what Alinezhad et al. (42) found in their study with some of their participants accepting having a child with a cleft as “destiny.” Similarly, caregivers in Brazil have used religion and spirituality as a way to cope with the parenting stress associated with caring for children with OFC (43). Farinha and colleagues found that despite the feeding and parenting stress, caregivers with positive religious beliefs coped better than their counterparts who showed negative religious beliefs (43). Using religion as a coping mechanism is not uncommon, and many religious scholars have theorized that this is a common coping mechanism, especially in religious societies. For example, the Pargament's Theory of Religious Coping, developed by Kenneth Pargament (44), posits that in critical health situations, when there is a search for significance in times of stress, spirituality is often one of the critical coping mechanisms leveraged.

Yuan et al.'s (45) findings may partly explain why caregivers with spiritual beliefs may be more resilient than others. They reported from their disaggregated linear regression that hope was the only variable significant for mothers and fathers, which may be associated with their spiritual beliefs (45). In other words, caregivers who place their hopes on God as a coping mechanism may show better resilience as they navigate the challenges of caring for children with OFC. However, resilience through spirituality may be one-sided because more than 90% of the caregivers we interviewed were mothers or grandmothers. Therefore, future studies may need to engage an equal or greater number of male caregivers to achieve a balanced view and a robust comparison.



Limitations and strengths

This study has some limitations and strengths. This study uniquely combined the photovoice approach and FGDs to investigate cleft lip and palate. This adds nuance to our understanding of various intersecting challenges faced by caregivers of children with clefts and how they cope with those challenges. Although we trained and encouraged caregivers to take photos representing the challenges they face caring for children with OFC and their coping strategies, their lack of expertise in photography may have resulted in a lack of more representative images. Additionally, the caregivers' experiences may be skewed because most were mothers, and the financial challenges narrated may be incomplete because fathers (n = 2/38), the minority in our study, often play more financial roles than mothers in the research setting. We believe the fathers would have provided more in-depth information regarding the economic difficulties the family experiences as the “breadwinner” in an African setting. This is particularly important because there is evidence that fathers of children with OFC had a higher level of resilience than mothers (45). Furthermore, the faith-based coping mechanism adopted by the caregivers may be a cultural reflection of their society and may not apply to other settings. As such, this finding should be interpreted with caution. Finally, the generalization of findings may be limited to the population and research setting.



Conclusion

Caregivers in our study predominantly face challenges caring for their children with OFC, mainly feeding difficulties and financial stress, but they use faith and spirituality to foster resilience. Our findings indicate that caregivers need financial support for surgery, baby formula, and access to feeding equipment. Furthermore, health professionals must educate caregivers on how to feed and help them manage their expectations regarding feeding and the child's body weight. Additionally, it will be beneficial for caregivers if health professionals can provide counselling on the overall care of children with OFC to improve their overall well-being. We opine that prenatal OFC may be the best time to commence counseling because they may better manage expectations and be more psychologically ready to care for their child. Also, future research should include more male caregivers to get nuanced opinions on their specific challenges (particularly financial constraints) and coping strategies. Finally, future research should explore how stigma from families, social networks, and the broader community may contribute to the difficulties and stresses encountered by caregivers of children with OFC.
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not take breast milk, so | paid through my nose to
buy him this baby food and other necessary foods
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persisted because it was practically impossible to
breastfeed my child, so, | have to look for
alternative foods. Else, the child will starve. P7;
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(A) Prayer is the key “This is a picture of
me going to God in my prayers on my knees.
lunderstand he is the only one that can help
me, that is why | was looking up to him in this
picture by laying my request before him
concerning my baby’s situation..We have to
see that prayers is a very important weapon
in caregiving because your belief is what will
work for you.” P4; group 2

(B) Prayer is important “This is a picture of
me praying with my Bible to ease myself of
the stress and emotions involved in cleft
caregiving.

In times of stress and overwhelming
pressure, | go to God in prayers to help me
overcome all of it, and | always get answers
from God on what to do...What can we do
about it: We must encourage people to see
prayers in any religion as a means to
overcome their stress and emotions.” P5;
group 1
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