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Abstract

Spina bifida is an inborn abnormality that causes the spinal column to be split because the
developing brain tube fails to shut during the fourth week of development. Caring for a child
with Spina Bifida is a demanding and time-consuming responsibility that often requires parents
to reassess their goals and priorities, leading to increased stress. As the implications of having
a child with Spina Bifida on parents are varied and vast, the current study attempts to fill a
gap in prior research by addressing the significance of the relationship between a sense of
coherence, marital satisfaction, and the moderating role of hope. The current study was based
on cross-sectional survey research. Data were collected with snowball sampling from parents
with the age range between the ages of 25 years to 45 years from different hospitals located in
Lahore and also online from social media groups. Findings revealed that parental stress is
negatively related to marital satisfaction, and hope is positively associated with a sense of
coherence. Hope also moderated the relationship between parental stress, sense of coherence,
and marital satisfaction. The findings of this study will help to design social and moral support
to facilitate such parents and enable them to face the challenges of parenting a child with SB.
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Introduction

The birth of a child is a significant event in the lives of both parents since it introduces them to
their parenting roles and responsibilities. Both parents modify and adjust themselves according
to the necessities for their children's natural growth and physical needs (Barimani et al., 2017).
Bringing up a child till they are self-sufficient is a difficult task for parents that requires
substantial hard work as well as an assessment of their fortitude and competence (Nomaguchi
& Milkie, 2020). However, bringing up a child with Spina Bifida is more difficult for the
parents (Joseph, 2023). Spina bifida is a kind of disability that is considered one of the
significant defects of a human structure that affects the central nervous system (Shlobin et al.,
2022). It is an inborn abnormality that causes the spinal column to be split because the
developing brain tube fails to shut during the fourth week of development. The vertebrae in the
area of the damage are insufficient dorsally because of the absence of neural arches (Copp et
al., 2015). Children with Spina Bifida typically require neurosurgery shortly after birth, and
they face significant challenges, such as motor and tactile neurological impairments under the
level of the lesion. Walking may become difficult or impossible as a result of lower limb
weakness or paralysis, as well as a loss of feeling, increasing the risk of pressure sores,
associated hydrocephalus, and learning impairments (Fletcher & Juranek, 2020).
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The parents accounted for the unveiling of the diagnosis and understanding of Spina Bifida as
an exceptionally torrid moment. This diagnosis shattered the dreams they had envisioned for
their newborn baby. The diagnosis elicited emotions such as shock, denial, dread/nervousness,
guilt, bitterness, vulnerability, and sadness among parents (Carroll & Carroll, 2023). Parents
show concern for their child’s future, whether or not they will be able to live an everyday
independent life and fear the time when they are no longer there to care for them or when they
will not be physically capable enough to look after their child’s needs. Its diagnosis completely
changes the family dynamics (Bujnowska et al., 2021). It redefines the role of both parents,
increasing their responsibilities as parents, increasing the finances of the family, management
of time among all the members of a family, social and professional responsibilities, and
maintenance of their relationships along with their psychological well-being (Sacca et al.,
2019).

The emotional well-being of parents is worsened by restricted resources, financial restraints,
the lack of support groups, and the shortage of rehabilitation centers, which further intensify
the negative effect of spina bifida. Over the last few decades, there has been a significant
decrease in the prevalence of spina bifida globally (Ay et al., 2024). Nevertheless, in
underdeveloped nations like Pakistan, the incidence of spina bifida continues to be high.
Regrettably, we lack accurate statistics about the prevalence of spina bifida in Pakistan. The
data indicates that the occurrence of neural tube abnormalities (NTDs) in Pakistan varies from
38.6 to 124.1 per 10,000 babies. This rate is significantly above the worldwide norm of 10 per
10,000 births. Pakistan, with its large population, is now grappling with a massive issue with
Myelomeningocele (MMC) due to many factors. The reasons that contribute to this problem
include a restricted availability of prenatal screening, a deficiency in the folate-fortified diet,
the unavailability of folate supplements, and a high occurrence of consanguineous marriages
(Khalil et al., 2023).

Caring for a child with Spina Bifida is challenging and time-consuming, forcing parents to
reevaluate their goals and develop a sense of coherence as they adapt to shifting priorities,
which contribute to heightened stress levels and further affect their psychosomatic well-being
(Toledano-Toledano et al., 2020). An underexplored area in this context is the effect of
caregiving on the quality of caregivers' marriages. While the importance of marital
relationships has been studied in the general population and among caregivers of children with
developmental disabilities (Jackson et al., 2014), little is known about its significance in
families with children who have Spina Bifida. Marital relationships can play a crucial role in
coping with the child's illness, as seen among mothers of mentally ill children who often rely
on their husbands for support (Ghosh & Greenberg, 2012).

Another critical yet underexplored factor is the role of hope in moderating the effects of
caregiving stress. Hope can provide parents with the resilience needed to face the
overwhelming challenges of caring for a child with Spina Bifida, potentially alleviating stress
and enhancing psychosomatic well-being. The unexplored role of hope as a moderating factor
in the relationship between caregiving and marital satisfaction could be vital in understanding
how families navigate the emotional and physical demands of their child's condition.

This study seeks to fill gaps in previous research by exploring factors related to parental stress
in families with children who have Spina Bifida, including the impact of marital relationships
and the moderating role of hope. There is a pressing need for greater societal awareness and
understanding of this illness, as the financial and mental challenges faced by these families
make caring for their children a constant source of concern. Incorporating hope into coping
strategies could be instrumental in helping these families manage their stress and improve their
overall well-being.
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Literature Review

Parental Stress

Parental stress is characterized as the parental impression of an imbalance between the demands
of child-rearing and accessible assets (Holly et al., 2019). Abidin (1995) categorizes parenting
stress into three areas: stress due to the child’s emotional and behavioral characteristics; stress
related to parenting performance and psychological aspects such as feelings of shame, despair,
and ineptitude in the parental role; and stress in the parent-child bond stemming from weak and
adverse interactions, including conflicts and parental dissatisfaction with their relationship with
their child and their role as a parent (Pinquart, 2017).

For parents of children with Spina Bifida, these stressors can be particularly pronounced. The
child's health condition often brings significant emotional and behavioral challenges,
amplifying parental stress (Holly et al., 2019). Additionally, the complex care demands and
frequent medical appointments can exacerbate feelings of inadequacy and psychological
distress in parents. Conflicts and strains in the parent-child relationship may also be heightened
due to the ongoing care needs and associated stressors (Pinquart, 2017).

Sense of Coherence

Humans have a sense of coherence related to their understanding of the world, their position in
it, and their evaluation of life's situations as long as they are understandable, manageable, and
meaningful. A crucial determinant for preserving health and well-being throughout challenging
periods is the presence of a feeling of coherence (SOC). The salutogenic model, developed by
Antonovsky, incorporates this notion as a fundamental component. The SOC includes the
elements of comprehensibility, manageability, and meaningfulness and offers a framework that
enables people to cope with trauma and adversity successfully (Nahal et al., 2022). Studies
indicate that people with a strong sense of coherence are more adept at managing stress. They
possess a wide array of coping skills and tactics, enabling them to adjust and choose the most
efficient strategy for various circumstances (Einav & Margalit, 2020). Parenting a child with
Spina Bifida is psychologically more challenging than parenting a child with typical
development. A sense of coherence is a component that aids parents of children with Spina
Bifida in successfully and efficiently responding to difficult situations, boosting their physical
and emotional well-being while reducing stress (Shenaar-Golan, 2017).

Marital Satisfaction

It can be characterized as a person's attitude toward his or her marital relationship. It is a holistic
notion that encompasses many facets of married life, including adaptation, happiness, honesty,
and commitment. The greater the stress generated by a marriage partner, the less content the
individual is with the marriage and with the marriage partner in general (Sayehmiri et al.,
2020). The strength of the marriage relationship has also been discovered to be a significant
predictor of parenting experiences among parents of children with disabilities (Jackson et al.,
2014). Satisfaction in a marital relationship is necessary for parents to provide support to each
other to bear the burden of truly focusing on disabled children with variable changes. As a
result, marital happiness is an essential factor in determining if a family is likely to have a
problem when the entire family is expected to embrace the obligations involved with genuinely
focusing on a child with a disability (Ekas et al., 2016).

Hope

Hope is described as the seeming capacity to find paths to desirable outcomes and motivate
oneself to choose those paths through agency thinking (Snyder, 2002). Existing research on
family functioning in Spina Bifida families supports the relevance of hope in family
functioning. That is, while having a child with Spina Bifida may disrupt family functioning
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and lead some families to struggle, many families can adjust and display hope, idealism,
optimism, and adaptation (Papadakis et al., 2018). When a child is diagnosed with Spina Bifida,
the attitudes of parents and the availability of family financial resources change radically. Some
parents experience distress and misery as a result of the loss of their dreams for their child and
family, as well as an inability to adapt to the crisis (Rabba et al., 2019). In contrast, other parents
gradually adapt to this ongoing challenge in their lives, resulting in increased hope, which
ultimately increases their ability to adapt to stressful events (Kozachuk, 2022).

Theoretical Framework

The Double ABCX model is a well-established framework for understanding family reactions
to chronic child health issues, especially relevant for parents of children with Spina Bifida. The
Double ABCX model explains how supplementary stressors may change the intensity of stress
and the process of coordination among family behaviors during crises, termed "family
adjustment and adaptation response” (McCubbin & Patterson, 1983). It is particularly
applicable to caregivers of children with SB. It helps understand the interplay between
stressors, coping resources, and family dynamics, shedding light on how a sense of coherence,
marital satisfaction, and hope are influenced by the challenges of raising a child with Spina
Bifida (Kozachuk, 2020).

Objectives of the Study

The study was conducted to fulfill the following objectives.

o To study the relationship between parental stress, sense of coherence, marital satisfaction,
and hope among the parents of children with Spina Bifida.

o To determine the impact of parental stress on the sense of coherence and marital satisfaction
among the parents of children with Spina Bifida with the moderating role of hope.

Hypotheses

To achieve the objectives of the study, the following hypotheses were formulated:

o Parental stress is likely to be negatively related to the sense of coherence in parents of
children with Spina Bifida.

o Parental stress is likely to be negatively related to marital satisfaction in parents of children
with Spina Bifida.

o Hope is likely to be positively related to the sense of coherence in parents of children with
Spina Bifida.

e Hope is likely to be positively related to marital satisfaction in parents of children with
Spina Bifida.

o Hope s likely to moderate the relationship between parental stress and a sense of coherence
in parents of children with Spina Bifida.

Methodology

The current study employed a quantitative, cross-sectional survey research design utilizing a
snowball sampling approach. Data collection was conducted in both government and private
hospitals in Lahore using self-report measures, i.e., the Parental Stress Scale (Berry & Jones,
1995), the Enriched Marital Satisfaction Scale (Fower & Olson, 1993), the Herth Hope Index
(Herth, 1991), and the Orientation to Life Questionnaire (SOC-13 questions) (Antovosky,
1987). Participants were recruited from hospitals located in Lahore and through social media
platforms. The sample consisted of 140 parents of children with Spina Bifida (SB), evenly
divided between fathers and mothers. Participants ranged in age from 25 to 45 years (M =
35.31, SD = 6.36). In terms of education, 67% of the parents had completed 16 years of
education, while the remaining 73% had 18 years of education.
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Regarding family structure, 60% of the parents lived in a nuclear family system, while 80%
resided in a joint family system. Notably, all 140 parents had only one child with SB, making
this a unique aspect of the study's sample. Descriptive analysis revealed that 72% of the
children with SB were girls. The children included in the study were aged between 1 and 12
years. Among them, 55% were between the ages of 1 and 4, which was the most frequent age
group; 45% were between the ages of 5 and 8, and the remaining 40% were between 9 and 12
years old. The analysis also categorized the children according to the type of SB they were
diagnosed with: 67% had Myelomeningocele, 12% had Meningocele, and 21% had Occulta.
The researcher faced challenges in obtaining data from hospitals due to the limited number of
neurologists and therapists treating SB. However, parents who participated in the study during
their hospital visits for their child's treatment helped the researcher join social media
communities for parents of children with SB. These online networks significantly facilitated
the data collection process.

Results
The Statistical Package for Social Sciences (IBM-SPSS Version 26) was used to evaluate data.

Table 1: Pearson Correlation among Study Variables

Variables 1 2 3 4
PSS - =437 -.38™ -.23"
SoC -- 17" 23"
MS -- 447
HHI --

Note. PSS= Parental Stress Scale, SOC= Sense of Coherence, MS= Marital Satisfaction, HHI=
Herth Hope Index
*p< .05, **p< .01

The table shows the Pearson correlation among study variables. Results show that parental
stress has a significant negative correlation with sense of coherence (r = -.43™, p <.01), marital
satisfaction (r = -.38™, p < .01) and hope (r = -.23%, p < .01). There is a substantial positive
association between sense of coherence and marital satisfaction (r = .17, p <.01) and hope (r
=.23%, p <.01). The marital satisfaction has significant positive correlation with hope (r=.44",

p <.01).
Table 2: Moderation Analysis of Hope between Parental Stress and Marital Satisfaction
(N=140)
Model 1 Model 2
Variables B B SE B B SE
Constant 39.97 1.38 37.91™ 1.38
PSS -5.64"  -32"7 1.39 -5.58™"  -32" 1.39
Hope 2.84" 16" 1.39 3.08" A7 1.41
PSS x Hope -1.30™ -.227 1.50
R? 13 14
AR? 01

Note. PSS= Parental Stress
*p <.05, **p < .01, ***p <.001
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The table shows multiple regression analyses to moderate parental stress and marital
enrichment. In model 1, R? value of .13 indicates that the predictors explained 13% variance in
the outcome with F (2, 137) = 10.87, p <.001. Results show that parental stress (f = -.32, p <
.001) and hope significantly predicted marital enrichment (B = .16, p < .001). In model 2, R?
value of .14 indicates a 14% variance explained by hope in marital satisfaction with F (3, 136)
= 7.84, p <.001). The AR?value of .01 revealed a 1% change in the variance of model 1 and
model 2 with AF (1,137= .74, p < .001). Results show that hope significantly moderated the
relationship between parental stress and marital satisfaction (f = -.22, p <.01).

Figure 1: Moderation Analysis of Hope between Parental Stress and Marital Satisfaction
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The above figure shows that at a higher level of hope, the impact of parental stress decreases
which increases the level of marital satisfaction.

Table 5: Moderation Analysis of Hope between Parental Stress and Sense of Coherence

(N=140)
Model 1 Model 2

Variables B B SE B B SE
Constant 50.78"" 1.02 50.73" 1.02
PSS -4.92" -.36" 1.27 -4.88"™ -36" 1.03
Hope 2.94" 22" 1.27 3.10" 237 1.04
PSS x Hope -.61 117 1.11
R? 19 .20

AR? 01

Note. PSS= Parental Stress
*p <.05, **p < .01, ***p <.001

The table shows multiple regression analyses to moderate parental stress and a sense of
coherence. In model 1, R? value of .19 indicates that the predictors explained 19 % variance in
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the outcome with F (2, 137) = 16.34, p <.001. Results show that parental stress (f = -.36, p <
.001) and hope significantly predicted a sense of coherence (p = .22, p <.001). In model 2, R?
value of .20 indicates a 20% variance explained by hope in the sense of coherence with F (3,
136) = 11.07, p < .001). The AR?value of .01 revealed a 1% change in the variance of model
and model 2 with AF (1,137=5.99, p < .01). Results show that hope significantly moderated
the relationship between parental stress and sense of coherence (f = -.11, p <.001).

Figure 2: Moderation Analysis of Hope between Parental Stress and Sense of Coherence
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The above figure shows that at a higher level of hope, the impact of parental stress decreases
which increases the level of sense of coherence.

Discussion

Living with a child with SB means dealing with the SB along with its challenges, demands,
and overall impact on family and friends. The medical literature has several studies
highlighting the impact of SB on persons who live with it, including emotional, social, and
psychological issues (Kritikos et al., 2020). The impact on caregivers, on the other hand, has
received less attention and is frequently disregarded. Care for someone with SB may be
challenging owing to the disease’s daily demands, which require medical advocacy and
nursing, among other things (Rofail et al., 2012). The purpose of this study was to evaluate the
association between parental stress and a feeling of coherence, as well as parental marital
satisfaction and hope as a moderator.

The 1% hypothesis “parental stress negatively related to the sense of coherence and marital
satisfaction among parents of children with Spina Bifida” was supported by findings. Due to
the lack of understanding about Spina Bifida and their inability to care for a child with SB,
inaccessibility to treatment and therapy brings forth stress levels among parents, which
adversely affects their sense of coherence and their approach toward acceptance and
adjustment. Results are supported by the previous literature by highlighting that the unmet
requirements of children with SB are a continual source of stress and that parents suffer social
hurdles in schooling and a lack of transportation due to financial constraints. An unknown
developmental prognosis for these youngsters contributed to the parents' anxiety, even though
they hoped their child would eventually marry and work (Nahal et al., 2022).
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Batool and Khurshid, (2015) presents evidence for a link between parental stress and a sense
of coherence. According to the findings, the amount of stress varies depending on one's
assessment of the goal of their life (meaningfulness), accepting life's set of circumstances
(comprehensibility), and their attitude and quantity of effort for the rearing of their child with
SB (manageability). Parents with high-stress levels will have a poor sense of coherence; parents
with a strong sense of coherence will have lower levels of stress. Literature also confirms that
a good marital relationship, as assessed by both the person and the spouse, significantly
moderates the negative consequences of many forms of distress (Rosand et al., 2012).
Regarding marital satisfaction, parents with disabled children had a higher divorce rate;
however, a few studies also found that this is not always the case (Marquis et al., 2019). A
study conducted to explore the impact of a child’s disability on families revealed that either
there is a detrimental influence or no change in the marital relationships of parents. It shows
that when spouses have a healthy marital relationship, dealing with a child’s disability helps to
strengthen their relationship and enrich their marital relationship further (Namkung et al.,
2015).

Findings also found that hope is associated with a sense of coherence and marital happiness
among parents of SB children. Hope has a considerable positive association with the feeling of
coherence and marital satisfaction, according to the current data. Hope was the heart of art in
the previous century, but in the last decade, hope has gotten major consideration as a study
variable. According to literature, hope alters people's future and current perceptions of life and
its challenges. Hope can reduce the unpleasant effects of difficult situations (Einav & Margalit,
2020).

Conclusion

The current study highlighted the moderating impact of hope, as well as the association of
parental stress with marital happiness and a feeling of coherence among parents of SB children.
Raising a child with SB is a difficult task for parents, and it causes a lot of stress. The treatment
of children with spinal bifida is made more difficult by the need for long-term and
interdisciplinary follow-ups, as well as the need for different physiotherapy and rehabilitation
programs. The findings of this research emphasize the specific factors that must be targeted in
areas characterized by low socioeconomic status to mitigate the stress and burden faced by
caregivers. Understanding the causes of stress necessitates an explanation for these
observations. Being a parent to a child with SB changes their lifestyle, future goals, desires,
beliefs, and knowledge of their parental obligations. To reduce the negative effects of spina
bifida and ensure the children’s social integration, modifying societal perceptions and beliefs
about the child's condition is the first step in dealing with those effects. The outcomes of this
study will contribute to a better understanding of both parents' experiences of raising a child
with a disability. It will enable services to design social and moral support to facilitate such
parents and enable them to face the challenges of parenting a child with SB.
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