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Abstract

Purpose: To find out the socioeconomic impact on the parents of Congenital Talipes
Equinovarus (CTEV) children along with their coping strategies during Ponseti
management at CRP. Objectives: The goal of this study was to determine the
sociodemographic factors and economic factors affecting parents of children with
CTEV undergoing Ponseti management as well as the coping strategies factors
affecting parents of children with CTEV undergoing Ponseti management.
Methodology: The study design was cross-sectional. A total of 164 samples were
selected conveniently for this study from the Centre for the Rehabilitation of the
Paralyzed (CRP), Paediatric unit (outdoor), Savar, Dhaka. Data was collected by
using of questionnaire and socioeconomic impact and coping strategies were assessed
by the Impact-on-Family Scale and Brief-COPE questionnaire. The study was
conducted by using quantitative descriptive analysis through using SPSS software
25.0 version. Results: Among 164 parents of CTEV children, 12.2% (n=20) of
parents strongly agreed and 57.9% (n=95) of parents agreed that Ponseti management
causes a financial burden on them. On the contrary, 28% (n=46) of parents disagreed
and 1.8% (n=3) of parents strongly disagreed that Ponseti management causes a
financial burden on them. The most used coping strategy is that of religion followed
by acceptance, emotional support, informational support and positive reframing which
are categorized as being in the approach of coping. While the least used coping
strategy is humor followed by substance use, behavioral disengagement and self-
blame. This indicates that approach coping is the most used coping strategy than
avoidant coping of the parents of CTEV children. Conclusion: In Bangladesh, most
of the parents were experiencing financial burdens during Ponseti management
though it is a low-cost treatment for CTEV. As most of the parents of CTEV children
come from rural areas, travel expenses have a negative impact on them. The education
level of CTEV children's parents and social and cultural aspects regarding CTEV
children can influence the coping strategies of the parents of CTEV children.

Key words: Socioeconomic impact, Coping Strategies, CTEV children



CHAPTER-I INTRODUCTION

1.1 Background

Congenital malformations pose a significant global health challenge, particularly in
developing nations and a study indicates that these malformations have a significant
impact on the lives of children, affecting approximately 25 million disability-adjusted
life years (Malinga et al. 2021). Among these malformations, Congenital Talipes
Equinovarus (CTEV) stands out as the most prevalent musculoskeletal deformity
present at birth, with a documented incidence rate of 1.2 cases per 1000 live births and
notably a majority of these cases occur in countries with limited healthcare
infrastructure (Owen, Capper and Lavy 2015). Untreated CTEV can have severe
consequences, including lifelong disabilities, the inability to walk, social isolation and

the experience of social stigma, as emphasized in a study by Nogueira et al. (2011).

Congenital talipes equinovarus (CTEV), commonly referred to as clubfoot, represents
a developmental lower limb disorder characterized by a specific deformity pattern
involving the foot. In CTEV, the foot becomes fixed in a position of adduction,
supination and varus. This means that the bones in the foot, including the calcaneus,
navicular and cuboid, undergo a rotation towards the medial side relative to the axis of
the talus (Mustari et al. 2022).

According to Meena et al. (2014), this is a complex deformity that presents significant
challenges in correction. It encompasses four distinct components: equinus (restricted
ankle movement), hindfoot varus (inward tilt of the rearfoot), forefoot adductus
(inward turning of the front part of the foot) and mid-foot cavus (a high arch). These
deformities have both cosmetic and functional implications and they are accompanied
by pathoanatomical changes. These changes involve the underdevelopment of skin
and underlying tissues, as well as musculoskeletal structures such as muscles, tendons,
bones and ligaments. Additionally, there are alterations in the neurovascular bundle
located on the posterior and medial sides, resulting in a hypoplastic and smaller foot

compared to a normal one (Meena et al. 2014).

The onset of CTEV occurs during the second trimester of pregnancy. Despite ongoing
research, the precise cause of CTEV remains unidentified and it is not attributed to

embryonic malformation, as indicated by Manisha and Priyanka (2017).
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CTEV is believed to result from a complex interplay of genetic and environmental
factors. There is evidence to suggest that the pathophysiology of CTEV is influenced
by abnormalities in the development of various aspects, including joints, bones,
vasculature, innervation, muscles and connective tissues. It is possible that a
disturbance in the embryonic medial foot rotation process serves as a common link
among these developmental characteristics. Furthermore, it's important to note that
clubfoot can sometimes be associated with conditions like myelodysplasia,
arthrogryposis or other congenital abnormalities. However, more frequently, it

presents as an isolated idiopathic birth defect (Mustari et al. 2022).

According to Malinga et al. (2021), each year 150,000 to 200,000 babies are born with
Idiopathic Congenital Talipes Equinovarus (ICTEV) globally, with approximately
80% of these cases occurring in the developing world where access to adequate
medical care is limited. When examining the published data spanning the past 55
years for clubfoot in Low and Middle-Income Countries (LMIC), the reported birth
prevalence falls within the range of 0.5 to 2.0 cases/1000 live births. This results in an
estimated occurrence of 7-43 cases of clubfoot/ye/million population, with the exact
number depending primarily on the birth rate, as highlighted in the study by Smythe et
al. (2017). According to research, approximately 80% of all children with clubfoot are

located in low or middle-income countries (Gupta et al. 2008).

The compiled data reveals that the birth prevalence of clubfoot is relatively consistent
across several regions including Africa (1.11), South-East Asia (1.21), India (1.19)
and the Eastern Mediterranean region (1.19). In Low and Middle-Income Countries
(LMICs) within the Americas region, the pooled estimate registers at 1.74, while
Turkey, categorized under the Europe region, exhibits a slightly higher prevalence at
2.03. Conversely, the West Pacific region (excluding China) reports a lower birth
prevalence of clubfoot, with a pooled estimate of 0.94. The lowest recorded birth
prevalence is observed in China, standing at 0.51 (Smythe et al. 2017).

Bangladesh, a densely populated nation of 160 million people, faces a significant
socioeconomic challenge with approximately one-third of its population living below
the poverty line. With an annual birth rate of approximately 3.2 million and an
estimated incidence of 1 case per 900 live births, the country encounters roughly
5,000 new cases of ICTEV each year (Ford-Powell et al. 2013).



Multiple treatment approaches are available for CTEV, but presently, the widely
accepted and considered the best practice is the Ponseti method. Surgical intervention
is only considered for cases where complete correction cannot be achieved (Jowett,
Morcuende and Ramachandran 2011). However, since 1996, the non-surgical Ponseti
correction method has gained increasing popularity and has proven highly effective,
achieving successful outcomes in over 90% of patients, as demonstrated by the
findings of Herzenberg, Radler and Bor (2002).

Dr. Ignacio Ponseti pioneered a technique for correcting clubfoot, which known as
Ponseti management, based on manipulation and casting. This method is grounded in
the principles of kinematics and the pathoanatomy of the deformity, effectively
realigning the foot in affected children without the need for extensive and major
surgical procedures. The Ponseti method boasts a remarkable success rate, reaching as
high as 92-100% globally and it has led to a significant decline in the need for surgery,
decreasing by 7% annually following its peak in 2000-2001. To achieve favorable
functional outcomes, only a small fraction, approximately 10% of cases, require
surgical intervention beyond a tenotomy, as highlighted in the research conducted by
Malhotra et al. (2018).

The primary objective of treatment is to promptly and completely correct all four foot
deformities, resulting in a functional foot that is devoid of pain, maintains a normal
walking posture, exhibits good mobility, remains free of calluses and does not require

to wear modified shoes (Giesberts et al. 2017).

The Ponseti treatment protocol comprises two key phases: the casting phase and the
bracing phase. During the casting phase, which spans about 3 months on average, the
foot is reshaped through weekly cast adjustments to attain a normal position. The
subsequent bracing phase entails full-time brace usage for the initial 3 months
following the casting cycle. For children who initiate brace wear at an older age,
nighttime brace usage is recommended until they reach 4 years of age or for 1 year
following the achievement of full correction. Throughout the bracing phase, regular
follow-up appointments are essential. These appointments serve to monitor the child's
feet for any potential recurrence of the deformity, make necessary adjustments to the
brace to accommodate the child's growth, ensure proper ongoing treatment and

overcome the difficulties during Ponseti management (Chueire et al. 2016).



Parents of children who receive a diagnosis of CTEV experience heightened stress
during pregnancy or at the time of birth (Coppola et al. 2012). Additionally, they must
learn how to accept and overcome the emotional process of dealing with the deformity
in the early stages of their child's life (neonatal period). This journey involves
consistent hospital visits in the initial weeks post-birth for casting procedures and the
daily management of an intensive bracing regimen. This bracing routine continues

until the child reaches at least 3 or 4 years of age (Malagelada et al. 2016).

Mothers of infants with bilateral CTEV encounter greater challenges in coping when
compared to those with infants having unilateral CTEV. This observation suggests an
inverse relationship between the severity of the deformity and the coping abilities of
the mother. Additionally, mothers who possess prior knowledge or experience with
clubfoot are more adept at handling the diagnosis in contrast to mothers who are
unfamiliar with it (Coppola et al. 2012).

Congenital Talipes Equinovarus (CTEV) and its associated treatment regimen have
notable effects on the child's social environment and family life. Although it is not a
life-threatening foot disorder, it significantly impacts the well-being of children,
caregivers and family members (Pietrucin-Materek et al. 2011). To mitigate these
effects and enhance family function, it is essential to consider the perspective of
parents and implement suitable interventions, as emphasized in the study by
Malagelada et al. (2016). Furthermore, untreated clubfoot constitutes a multifaceted
burden encompassing social, psychological and physical aspects for both the patient,
his/her family and society at large. It stands as the foremost cause of physical
disability among all congenital musculoskeletal defects (Nogueira et al. 2011).



1.2 Rationale

Congenital Talipes Equinovarus (CTEV) is a congenital condition that affects the
positioning and alignment of a child's foot or feet at birth. In CTEV, the affected foot
is often turned inwards and pointed downwards. This condition is also commonly
referred to as clubfoot. It is a musculoskeletal deformity that can vary in severity and
typically requires medical treatment to correct. Early diagnosis and appropriate
treatment are essential to help the affected child achieve normal foot function and
mobility. Various treatment options exist for CTEV but the current accepted gold
standard is the Ponseti method which involves casting and bracing. Surgical
intervention may also be required in some cases. Despite being very successful,
medical professionals need to acknowledge that this treatment regime causes

increased stress for the parents of children with CTEV.

Though Ponseti management is much more cost-effective than other treatment options
this treatment has a huge impact on the economic status of the family due to the
lengthy treatment regime, the cost of multiple visits, the cost of frequent appointments
and the cost of any necessary orthopedic devices. Parents have a responsibility to take
care of their children and meet their societal roles. These roles are affected when they
get children with deformities. The parent’s lives are impacted by the added
responsibility of bringing their children to the hospital and taking additional care of
them at home. CTEV treatment often requires a significant time commitment from
parents as they need to attend frequent appointments. This can be exhausting and can
affect their daily routines and work schedules. Additionally, the stress and demands of
caring for a child with CTEV can sometimes strain relationships between parents or
with other family members. Furthermore, parents often find it challenging to actively
participate in social activities, which can result in feelings of social isolation. As a
result, most children drop out from follow-up and eventually relapse occurs. These
may negatively impact the best possible outcomes of the Ponseti treatment regime for
their children. Hence it is important to assess the impact of Ponseti treatment on the
socioeconomic status of the parents of children with CTEV and what type of

strategies they follow in response to these impacts.



1.3 Research Question

What are the socioeconomic impact on the parents of Congenital Talipes Equinovarus
(CTEV) children along with their coping strategies during Ponseti management at

CRP?



1.4 Aim of the study

The aim of the study was to find out the socioeconomic impact on the parents of
Congenital Talipes Equinovarus (CTEV) children along with their coping strategies

during Ponseti management at CRP.



1.5 Objectives

1.5.1 General Objective

To find out the socioeconomic impact on the parents of Congenital Talipes

Equinovarus (CTEV) children along with their coping strategies during Ponseti

management at CRP.

1.5.2 Specific Objectives

1.

To identify the sociodemographic information of parents of children with CTEV
undergoing Ponseti management.

To ascertain the medical information of children with CTEV undergoing Ponseti
management.

To determine the socioeconomic impact on the parents of children with CTEV
undergoing Ponseti management.

To assess the coping strategies of the parents of children with CTEV undergoing
Ponseti management.

To explore the association in between sociodemographic profile, Impact-on-
Family scale (IOFS) domain and Brief-COPE scale domain.

To find out the association in between Impact-on-Family scale (IOFS) domain and
Brief-COPE scale domain.



1.6 Conceptual framework

Independent variables

Dependent variables

Socio-demographic variable: child’s
age, child’s gender, age of parents,
marital status of parents, family
type, educational status of parents,
residential area, occupation of
parents, monthly income of the

family and social welfare allowance

v

Socioeconomic impact on
the parents of CTEV
children during Ponseti

management

Clinical variable: gestation at birth,
birth weight, delivery mode, side,
family history of CTEV, phase of
Ponseti, number of casts, TA
tenotomy, recurrence, difficulties
during treatment, associated

comorbidities

v

Coping strategies of
parents of CTEV children
during Ponseti

management




1.7 Operational Definition
Congenital malformations

Congenital malformations are physical abnormalities or structural defects that
are 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.

CTEV

Congenital talipes equinovarus (CTEV) is a deformity of the lower limb characterized
by smaller calf muscles and adduction of the forefoot, Cavus (increased longitudinal
arch), Varus of the heel (heel turned in) and Equinus of the foot (foot in plantar

flexion).

Deformity

A deformity refers to a structural or physical abnormality that deviates from the
expected or typical anatomical structure of a body part, organ or the entire body
typically resulting from injury, medical conditions, genetic factors or developmental
issues. Deformities may lead to functional limitations, discomfort or alterations in

physical appearance.

TA tenotomy

A tenotomy is a surgical procedure where a tendon is deliberately cut or divided to
improve joint movement and function. This is typically done when a tight or

shortened tendon is causing physical limitations or deformities.

Recurrence

Recurrence refers to the reappearance or return of a disease, condition, symptom or
medical issue after a period of remission, treatment or improvement. It signifies that
the problem has resurfaced or reoccurred, often requiring further medical attention or

management.

10



Ponseti management

The Ponseti method is an innovative, conservative and complete treatment for
correcting clubfoot deformity. It is a complete treatment method that is 97%
successful in correcting the clubfoot deformity without major surgery which was

common practice.
Socioeconomic impact

Socioeconomic impact refers to the effect or influence that a particular event, policy,
program or condition has on the social and economic well-being of individuals,
communities or society as a whole. It assesses how these factors can change people's

lives, financial situations and overall quality of life.
Coping strategies

Coping strategies refer to a person’s perception of mental and physical health that is
related to the ways he or she evaluates and copes with the stresses of living. Coping
strategies are the methods and techniques individuals use to deal with and manage
stress, challenges or difficult situations in their lives. These strategies help people
adapt and maintain their emotional and mental well-being when faced with adversity

or stressors.
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CHAPTER-II LITERATURE REVIEW

CTEV is distinguished by four distinct deformities affecting the foot. These include
rigid equinus of the foot (foot is in plantar flexion), cavus of the mid foot (increased
longitudinal arch of foot), varus of the hind foot (heel turned in) and adductus of the
forefoot at the mid tarsal joints (fore foot in adduction) (Mocuende 2006). Various
sociodemographic factors have shown a moderate association with CTEV,
encompassing marital status, education and prenatal care. Notably, the risk of CTEV
decreases as the level of maternal education rises. Mothers who have attained at least
a high school education are at a lower risk of having a child born with CTEV (Parker
et al. 2009).

The risk of CTEV is notably higher in males, indicating a strong association with
male sex. Among other significant infant factors linked to an elevated risk of CTEV
are premature birth, low birth weight and a breech presentation. When considering
maternal risk factors, parity plays a moderately important role, with multiparous
mothers experiencing a reduced risk of CTEV. Additionally, young maternal age,
specifically those under 23, is weakly associated with an increased risk compared to

older maternal age, which falls within the range of 23 to 35 (Parker et al. 2009).

The cause of CTEV remains unexplained but genetics appear to play a role, as
indicated by ethnic differences in incidence, family inheritance patterns and a 32.5
percent concordance rate among identical twins. The deformity is more common in
boys, with a male-to-female ratio of 2:1. Additionally, affected women are more likely
to transmit the condition to their offspring and have relatives with CTEV compared to
men. For instance, if there is a family history of CTEV, the adjusted odds ratio for a
baby to be born with clubfoot is 6.52. If the mother smoked cigarettes during early
pregnancy, the adjusted odds ratio for the child having CTEV is 1.34. When there is
both a family history of clubfoot and maternal smoking during early pregnancy, the
adjusted odds ratio increases substantially to 20.35 for the child having CTEV. A
plausible explanation for CTEV development is a multifactorial and polygenic origin,
involving multiple genes contributing to an increased susceptibility to CTEV
development, possibly in combination with specific environmental factors (Gibbons
and Gray 2013).

12




Various scientific researchers have proposed different explanations for the causes of
CTEV deformity. According to some, CTEV deformity is attributed to malformed
bones, muscle abnormalities, joint irregularities, vascular lesions and abnormalities in
ligaments and tendons. On the other hand, an alternative perspective suggests that
congenital CTEV arises when external forces improperly position the foot or feet
during fetal development. Additionally, neurogenic disorders including issues related
to neuromuscular balance or genetic variations are also considered as potential
contributors to CTEV deformity (Matuszewski et al. 2012).

Congenital talipes equinovarus (CTEV), also known as clubfoot, stands as the most
prevalent musculoskeletal anomaly occurring at birth and is reported to affect
approximately 1.2 per 1000 live births (Malagelada et al. 2016). Another study
reveals varying incidences, with estimates ranging from 1 in 1000 births among
Caucasian populations to 7 in 1000 births in Maori populations. According to Smythe
et al. (2017), epidemiological studies consistently reveal a greater incidence of
idiopathic clubfoot among males and in firstborn children. Turner et al. (2018)
reported that in North America and Europe, the incidence of idiopathic clubfoot
stands at 1 per 1000 live births, with half of these cases being bilateral. It is worth
noting that clubfoot tends to manifest bilaterally in 50% of cases and is more

commonly observed in males, with a 2 to 1 ratio (Yau and Doyle 2020).

Typically, there are a few specific statistics commonly cited for the incidence of
clubfoot at birth. These figures include a reported rate of 0.39 cases per 1000 births in
Chinese populations, 1.1 cases per 1000 births in Caucasian populations and a
significantly higher rate of 6.8 cases per 1000 births in Polynesian populations. It is
also important to note that in low and middle-income countries, clubfoot affects
roughly 80% of children born annually (Smythe et al. 2017). In Belgium, the
documented incidence of clubfoot is 1.6 cases per 1000 live births, based on the
study conducted by Patron et al. (2010). Bangladesh, with a total population of 160
million, sees an estimated 4,373 children born with clubfoot each year. In contrast,
India, a country with a vast population of approximately 1.2 billion, reports an
estimated 30,000 children born with clubfoot annually (Ford-Powell et al. 2013).

Clubfoot deformity exhibits a strong association with maternal diabetes. Specifically,

the risk of clubfoot is significantly higher for mothers with pregestational diabetes

13



compared to those with gestational diabetes, with the latter showing a more modest
increase in risk, as demonstrated by Parker et al. (2009). In a separate study by
Staheli (2009), it was found that in families where one parent has clubfoot, there is a
3-4% chance of their children being affected. However, when both parents are
affected by clubfoot, the likelihood of their children also being affected substantially
increases to 30%. Furthermore, clubfoot may co-occur with other musculoskeletal
disorders. For instance, it can present alongside conditions such as arthrogryposis,
myelodysplasia and myelomeningocele (Hart et al. 2005). A study by Hernigou et al.
(2017) also supports the notion that clubfoot deformities can be associated with a
variety of conditions, including myelomeningocele, arthrogryposis, cerebral palsy

and poliomyelitis.

Congenital talipes equinovarus (CTEV) is the most prevalent congenital
musculoskeletal disorder that requires comprehensive orthopedic treatment. The
Ponseti method has emerged as the widely accepted gold standard for treating
clubfoot (Ganesan et al. 2017). This approach has proven to be both cost-effective
and straightforward to implement. However, its success relies heavily on the active
participation and determination of parents as well as the affected child (Grimes et al.
2016). The Ponseti method is a non-invasive technique for correcting congenital
clubfoot. It was initially developed by Dr. Ignacio V. Ponseti at the University of
lowa in the 1950s. Dr. John Herzenberg played a significant role in its resurgence in
the USA and Europe around 2000, while in Africa, NHS surgeon Steve Mannion
contributed to its adoption. This method has become a standard for treating clubfoot.
The primary challenge in achieving successful results with the Ponseti method is not

in correcting the initial deformity but in preventing relapse (Zionts & Dietz 2010).

The Ponseti method involves a step-by-step process of gently manipulating the foot
into the correct position. This is achieved through a series of casts applied over time.
Typically, the procedure includes a percutaneous tenotomy of the Achilles tendon
followed by an extended follow-up program that utilizes foot abduction braces.
Initially designed for early correction in uncomplicated idiopathic cases, the Ponseti
method has now evolved to be suitable for more complex non-idiopathic cases and
for patients who present with clubfoot at or even beyond the age of 2 years

(Lourenco and Morcuende 2007).
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In Bangladesh, a domestic clubfoot therapy program is operated in collaboration with
the Glencoe Foundation, the Prosthetics Outreach Foundation and Rotary Clubs from
various countries. This program is facilitated by the global non-governmental
organization Walk for Life. Within Bangladesh, Walk for Life collaborates with local
partners including Zero Clubfoot Chittagong, Lamb Hospital and CRP Bangladesh.
The overarching goal of Walk for Life is to ensure that every child born in
Bangladesh with clubfoot has the opportunity to receive treatment using the Ponseti
approach within the first two years of life. Importantly, this treatment is provided free
of charge and clinics have been established across the country to ensure that no
family has to travel more than 60 kilometers to access a clinic. This initiative aims to

make clubfoot treatment accessible and affordable for all (Ford-Powell et al. 2013).

The Ponseti method for managing CTEV involves two distinct phases: the corrective
phase and the maintenance phase. During the corrective phase, the foot is carefully
manipulated and then it is encased in Plaster of Paris (POP) casts. These casts serve
the dual purpose of maintaining the corrective stretch achieved through the foot
manipulation while also providing the necessary time for the soft tissues to adapt and
for the proper alignment of the foot bones to be gradually corrected. This correction
is accomplished sequentially, addressing issues such as cavus (high arch), adductus
(inward positioning) and varus (inward tilting) around the talus bone (Smythe et al.
2016).

Prior to casting, it is recommended to perform a brief and gentle manipulation of the
foot. This step is crucial for extending the foot's structures and gaining a sense of its
flexibility and the potential correction achievable with the cast. Serial casting
involves the use of knee-length casts, as brief leg casts cannot effectively maintain
abduction and tend to slip off. The initial cast restricts foot pronation significantly.
Subsequent casts involve a simple abduction maneuver with counter pressure applied
to the talus area. This stabilizes the talus, preventing its rotation within the ankle
joint, while the rest of the foot is positioned below it. Importantly, avoid any
manipulation of the calcaneus, as this could impede its free movement beneath the
talus. This free movement is necessary for the calcaneus to swing from below the
talus, facilitating abduction, eversion and dorsiflexion. Active dorsiflexion should not
be attempted until the subtalar joint is fully corrected, which typically occurs after the

tenotomy procedure (Radler 2013).
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Typically, to correct the remaining equinus (foot-down position), a percutaneous
tenotomy of the Achilles tendon is required. Afterward, the foot is placed in a cast for
a period of 3 weeks to aid in the healing process. The maintenance phase involves a
bracing regimen aimed at preventing the recurrence of clubfoot. During the initial 3
months, a foot abduction brace is worn for 23 hours a day, followed by nighttime use
for a duration of five years. However, if clubfoot correction has been fully achieved
through manipulation, serial casting, and possibly a heel cord tenotomy, then only a
foot abductor brace is necessary. It's important to note that any brace that adheres to
Ponseti's recommendations regarding shoe rotation and bar length will effectively
maintain the corrected position of the clubfoot, provided that the feet are held in the
prescribed abducted and dorsiflexed positions and the appropriate bracing schedule is
followed. The specific bracing protocol should be tailored to each individual patient
based on their age, the relapse rate associated with that age and when the initial

correction was achieved (Alves 2019).

Following the achievement of complete correction, a custom-made brace was
provided, featuring open-toe high-top shoes affixed to the ends of a bar. The brace
was specifically set to maintain 70° of external rotation on the affected side and 40°
of external rotation on the unaffected side. The bar was bent at a 10° angle with the
convex side away from the child, ensuring that the feet remained in dorsiflexion. The
sizing for the splint was determined before the tenotomy procedure, allowing for
immediate application following the removal of the cast. Initially, it was
recommended that the brace be worn full-time for the first three months. After this
period, the regimen was adjusted to 12 hours at night and 2 to 4 hours during the day,
totaling 14 to 16 hours within a 24-hour period. This continued until the child
reached the age of 3 to 4 years. Additionally, CTEV shoes were provided to aid in
walking during the daytime. Parents were given instructions to perform foot exercises
at home and regular follow-up appointments were scheduled. During these follow-
ups, which occurred monthly for the first three months and every two months for the
subsequent six months, the corrected foot was thoroughly examined. Any signs of
recurrence were assessed and guidance regarding exercises and the bracing protocol

was reinforced (Khazi et al. 2019).
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Chronic conditions in children, such as asthma, heart disease, and renal disease, are
known to result in heightened levels of anxiety, depression and stress among parents.
This procedure necessitates that parents remain committed to attending clinic follow-
up appointments and providing continuous support to their children throughout the
treatment process. It is a comprehensive procedure that has an impact on various
aspects of the parent’s lives, including their financial, personal, social and family
status, all while their child undergoes treatment. Furthermore, this treatment journey
underscores the importance of parents receiving substantial support, both from the
hospital and the broader community. Simultaneously, parents must develop effective
coping mechanisms to navigate the challenges associated with this procedure
(Malagelada et al. 2016).

Interestingly, only one study, conducted by Coppola et al. (2012), has reported
preliminary findings regarding the negative impact of a congenital talipes
equinovarus (CTEV) diagnosis on the psychological well-being of mothers.
Recognizing the potential psychological strain on parents, it is crucial to assess the
perspective of parents dealing with CTEV in order to minimize the overall impact of
the condition. This assessment can inform the implementation of appropriate
interventions aimed at optimizing family functioning, as emphasized by Malagelada
et al. (2016).

Previous evidence, as highlighted by Skari et al. (2006), indicates that mothers tend
to report experiencing more psychological stress than fathers in various situations.
However, it is worth noting that there is limited research in the field regarding how an
orthopaedic physical malformation can impact a mother's psychological well-being. A
recently published study by Coppola et al. (2016) is noteworthy as it delves into this
subject matter. The study involved questioning mothers within the first 3 months after
giving birth to a child diagnosed with congenital talipes equinovarus (CTEV),
comparing them to mothers of healthy full-term babies. The study employed various
assessment tools, including the Brief COPE and MSPSS. The findings revealed that
mothers in the CTEV group reported experiencing more stress-related and depressive
symptoms following the birth of their child. The study also identified a protective
role for social support in mitigating these psychological challenges (Coppola et al.
2012).
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Both stages of the Ponseti treatment, including serial casting and bracing, appear to
have a similar impact on families, although there is a slight trend suggesting that the
initial casting stage may have a somewhat higher impact. Notably, the populations
studied in this context exhibited significant variations in their perceived social
support and the utilization of coping strategies. Specifically, these factors were found
to be more pronounced in South Africa (SA) compared to the United Kingdom (UK).
The results of the study provided objective evidence of the impact of Ponseti
treatment on parents and caregivers of children affected with clubfoot. Despite the
treatment's high success rates, relatively non-invasive nature and widespread
acceptance as the gold standard within the medical community, it’s essential for
medical professionals to recognize that this treatment regimen can lead to heightened
stress levels for the families involved (Malagelada et al. 2016).

Socio-economic factors have been identified as significant barriers to accessing
healthcare services in many resource-poor settings. Despite the availability of
effective treatment interventions and a high cure rate, the overall treatment outcomes
in numerous parts of Africa remain suboptimal due to the influence of poor socio-
economic conditions and inadequate health-seeking behaviors (Meremikwu 2009). El
Sharkawy, Newton and Hartley’s (2006) in their research observed that impoverished
socio-economic circumstances within families affected parent’s utilization of medical
services for their ill children at healthcare facilities. This often led them to opt for

less expensive services, such as religious or traditional treatments, as alternatives.

Another study, conducted by Johnson et al. (2017), identified several common
barriers to accessing clubfoot treatment, including financial constraints, limitations in
transportation methods, challenges related to the care of casts and braces, insufficient
resources and a lack of knowledge and skill among affected families. These barriers
collectively contribute to difficulties in accessing appropriate care for clubfoot
(Johnson et al. 2017). In a study conducted in Madagascar by Ramahenina,
O’Connor and Chamberlain (2016), it was discovered that nine mothers expressed
feelings of shame regarding their children’s clubfoot condition. These mothers went
so far as to hide their child’s foot. Additionally, eight mothers reported being blamed
for having done something wrong during their pregnancy, which they believed
resulted in their children’s condition, leading to a sense of punishment for their

children (Ramahenina, O'connor and Chamberlain 2016).
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Many parents involved in the study lacked the necessary knowledge and skills to
properly care for casts and braces, essential components of clubfoot treatment. These
braces need to be consistently worn for a specific period, while the casts require
frequent monitoring and maintenance to ensure the effectiveness of the treatment
(Johnson et al. 2017). Furthermore, the study revealed that some parents experienced
isolation due to their child's clubfoot condition. To avoid potential rejection, some
parents felt compelled to conceal their child's condition from others. In certain cases,
parents were advised to seek traditional healing methods for their children's treatment

(Ramahenina, O'connor and Chamberlain 2016).

Some parents may perceive themselves as somehow flawed or deficient when they
give birth to a child with clubfoot. This perception can contribute to emotional
challenges for parents facing such a situation (Johnson et al. 2017). In a separate
study conducted in Madagascar by Ramahenina, O'Connor and Chamberlain (2016),
it was observed that some parents faced significant practical challenges. For instance,
certain parents had to halt the education of their other children to provide care for the
child with clubfoot. Additionally, some parents made the difficult decision to leave
their jobs out of fear that they might be denied permission to take their children for
clubfoot treatment. These real-life challenges underscore the complex and
multifaceted impact of clubfoot on families and parents (Ramahenina, O'connor and
Chamberlain 2016).

In South Africa, parents of children with clubfoot were found to employ a broader
range of coping strategies compared to those in the United Kingdom, as assessed
using the Brief COPE tool. These strategies encompassed active coping, denial,
instrumental support, venting, planning, emotional support, positive reframing,
religious coping and acceptance of the condition and the treatment regimen. This
suggests that parents in South Africa were more actively engaged in various coping
mechanisms to manage the challenges associated with clubfoot, as reported in the
study by Malagelada et al. (2016).

Similarly, in the research conducted by Ramahenina, O'Connor and Chamberlain
(2016), it was noted that all mothers in their study identified a stressful period during
the Ponseti management of clubfoot. Some parents in Madagascar expressed feelings

of distress and unhappiness due to their child's clubfoot condition. They experienced
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guilt and a sense of rejection, which ultimately led to feelings of despair. These
findings highlight the emotional toll that clubfoot can have on parents and caregivers
in different cultural and geographic contexts (Ramahenina, O'connor and
Chamberlain 2016).

In the case of parents of children with congenital talipes equinovarus (CTEV), the
majority were found to have mild to moderate levels of anxiety. Importantly, both of
the parents exhibited nearly equal levels of anxiety symptoms (Tassadaqg, Rafig and
Siddigi 2016). Given these findings, it becomes crucial for treating physicians to
provide counseling to parents right from the outset. This counseling should include
an explanation of the complexities of the condition, the treatment methodology
(including the bracing phase), and the potential difficulties that parents might
encounter throughout the treatment journey. By doing so, healthcare providers can
help minimize the element of surprise and better equip parents to cope with the
significant psychological impact that often develops as a result of this long-term
commitment (Ali 2020).
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CHAPTER-III METHODOLOGY

3.1 Study Design

It was a cross-sectional descriptive study, where structured questionnaires were used
and interviews with the parents of Congenital Talipes Equinovarus (CTEV) children
were conducted. The objectives were easily determined using this study design. The
data were gathered in one shot or over a short period of time.

3.2 Study Site

The data were gathered at the CRP Paediatric unit in Savar, Dhaka by the researcher.
At this unit children with CTEV were treated. This study was conducted on the
parents of children with CTEV undergoing Ponseti management at the Centre for the
Rehabilitation of the Paralysed (CRP), Savar, Dhaka. The parents showed no
difficulty in providing information to the researcher.

3.3 Study Population

A population is the total group of people on which a study is conducted. It is the group
in which the researcher is interested and with whom the researcher wishes to
generalize the findings of the study. The study's sample population were chosen from
the parents of CTEV children undergoing Ponseti management at CRP from 16-05-
2023 to 16-07-2023.

3.4 Sampling Technique

Centre based sampling technique was used for this study. The researchers chose
participants from the CRP because they were readily available. The samples were

chosen using a set of inclusion and exclusion criteria.
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3.5 Sample Size

When the sample frame is finite,
The equation of finite population correction in the case of a cross-sectional study is:

ZZ
n = Z2pd
d?

_(1.96)2x0.121x0.879
(0.05)2

=164

Here, Z (confidence interval) = 1.96

P (prevalence) =0.121 (Smythe et al. 2017)
d (margin of error) = 0.05

And, 9= (1-p)

= (1-0.121)

=0.879

The actual sample size was, n= 164

3.6 Inclusion Criteria

Patients will be enrolled if they meet the following criteria:

1. Parents of children with a clinical diagnosis of CTEV (unilateral or bilateral) aged
under 5.5 years (Malagelada et al. 2016).

2. Parents of CTEV children undergoing Ponseti treatment at the time of the study.

3. Parents who gave consent to participate in the study and were able to fill the

guestionnaire.

4. Both mother and father were included.
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3.7 Exclusion Criteria

1. Children with relapse of CTEV who require further surgery (apart from
percutaneous heel cord tenotomy) (Malagelada et al. 2016).

2. Children who were treated with other methods of management of CTEV.
3. Parents who were unwilling to give consent to take part in the study.

4. Caregivers and other relatives were excluded.

3.8 Data Collection

The study aim, objectives and study procedures were explained to participants before
data were collected using a questionnaire. They were given the opportunity to ask
questions and then asked to sign the written consent form once they were satisfied.
The researcher completed the Impact-on-Family Scale and Brief COPE Scale along
with the sociodemographic data and medical information of the child after they signed
the consent form. Data were collected from 16-05-2023 to 16-07-2023. For data
collection, researchers went to the outdoor of CRP, Savar, Dhaka and approached each
parent of the CTEV children after Ponseti treatment. In some cases, the person being
evaluated was unable to complete the questionnaire (e, g, due to lack of formal
education etc.). In these cases, the form could be completed by someone who knew
the person being assessed, as long as the person being assessed was present when the

form was completed.

3.9 Data Collection Tools

The study required a Bengali Consent Form and Questionnaire, as well as other
materials such as a pen, pencil, eraser, clip board, white paper and note book.
Demographic data were gathered based on a literature review and the study
objectives. Parents were asked about their age, gender, marital status, family type,

educational level, monthly family income, child’s medical history etc.
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Impact-on-Family Scale (IOFS)

This scale is a 24-item quality-of-life instrument that evaluates the impact that a
child’s illness has on family function. The revised version includes 24 items with
responses to each of these on a four-point scale (from strongly agree to strongly
disagree). An overall score ranges from 15 to 60. This scale has 4 domains that is
financial, familial/social, personal strain and mastery. Internal consistency

(Cronbach’s) for overall impact and for each domain ranges from 0.60 to 0.88.

Brief-COPE Scale

This is a questionnaire that assesses the range of coping strategies in stressful
situations. The treatment involving either casting or boots and bars was referred as the
stressful event. It is formed by 28 items grouped into 14 subscales. Response options
range from 1 (I haven’t been doing this at all) to 4 (I’ve been doing this a lot). There is
no “overall score” on this measure and instead each subscale has a score ranging from
2 to 8 showing which coping strategies have been used against the stressful situation.
This scale has 3 domains that is problem-focused coping, emotion-focused coping and

avoidant coping.

3.10 Data Analysis

Data were entered into an Excel spreadsheet and the Statistical Package for Social
Science (SPSS) software version 25. SPSS software was also used to analyze the data.
The demographic factors such as the child’s age, gender, parent’s age, parent’s
occupation, parent’s marital status, parent’s occupation level and so on were analyzed
and discussed using the Demographic questionnaire. The financial burden, familial/
social strains, personal strains and mastery over the condition that affect the family of
CTEV children were also discussed using the Impact-on-family scale questionnaire.
There are 24 questions in this questionnaire. The overall impact on family is graded
on a scale of 1-4 (strongly agree-strongly disagree). The domains were rated 1,2,3 and
4 on a scale of 1 to 4. BREEF COPING was also discussed in this study, which has 3

domains. This survey produced cross-sectional data as a result. A great deal of data
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were gathered as a result of this survey. Chi-Square analysis was used to determine

the relationship between the various variables.
Chi-Square (x%) test

Chi-square (x?) test is the most popular discrete data hypothesis testing method. It is a
non-parametric test of statistical significance for bivibrate tabular analysis with a
contingency table. In this study Chi-square (x°) test was done to measure the
associations between two variables. It was used to test the statistical significance of
results reported in bivariate tables. Chi-square is the sum of the squared differences
between observed (O) and the expected (E) data divided by expected (E) data in all

possible categories.

3.11 Informed Consent

All participants were given written consent prior to completing the questionnaire
(appendix). The researcher explained to the participants his or her role in the study, as
well as the study's goal and objective. The researcher received a written consent from
each participant. As a result, the participants said they were aware of the consent
process and that their participation was completely voluntary. The participants were
told that their personal informations would be kept private. The researchers assured
the participants that taking part in the study would not harm them. According to the
explanation, while the study may not provide immediate benefits to the participants, it
may provide benefits in the future for cases similar to theirs. Participants had the
option to withdraw their consent and stop participating at any time, with no impact on
their current or future care at CRP's Paediatric unit (outdoor). Data from this study
were coded anonymously to ensure confidentiality and no personal information was

included in any publication containing the study's findings.
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3.12 Ethical Consideration

The proposal was approved by the Institutional Review Board (IRB) and the
Bangladesh Health Profession Institute (BHPI). The research followed guidelines set
forth by the World Health Organization (WHO) and the Bangladesh Medical Research
Council (BMRC). Participants gave their written or verbal consent before any data
was collected. The participants in the study had signed consent form and the purpose
of the study and the consent form had been explained to them verbally throughout the
research. Their jobs were not harmed as a result of the research. They were told that
their participation in the study was completely voluntary and that they had the right to
withdraw or stop at any time. They were also assured that their personal informations
would be kept private. The participant should be assured that his or her name and
address will not be used. The participants were also told that the study's findings

would not harm them.

3.13 Rigor of the Study

The study was carried out in a meticulous manner. The research was carried out in a
systematic and orderly manner. It was ensured that participants were not influenced by
their previous experiences during the data collection. Whether they had a negative or
positive impression, the answer was accepted. There were no leading questions asked
and no significant questions were avoided. To ensure that there were no errors, the
supervisor double-checked the participant’s informations. The informations were kept
completely confidential. In the result section, displaying any personal interpretation
had no effect on the outcome. Every section of the study was double- and triple-
checked by the research supervisor.
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CHAPTER-IV RESULTS

The objective of the study was to find out the socioeconomic impact on the parents of
Congenital Talipes Equinovarus (CTEV) children along with their coping strategies
during Ponseti management at CRP. Purposive sampling was done to select samples.
A total of 164 data were collected from the Paediatric unit (outdoor) of CRP, Savar,
Dhaka. The investigator collected the descriptive data and calculated it as percentages
which were presented in different bar diagrams, pie charts and tables. Individual
results of the socio-demographic profile, child’s medical history, IOFS domain and
coping domain are also shown here in different tables. Association between socio-
demographic profile, child’s medical history, socioeconomic impact and coping

strategies are also shown here in different tables.
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4.1 Socio-demographic Information
4.1.1 Age Groups of CTEV Children

A total of 164 CTEV children were randomly selected among them 4.3% (n=7)
children were under 1 month, 50.6% (n=83) children were 1-12 months, 25% (n=41)
were 13-24 months, 11.6% (n=19) children were 25-36 months, 4.9% (n=8) children
were 37-48 months and 3.6% (n=6) children were 49-59 months. The percentage of
age groups is shown below as a bar graph. The age of the child ranged from 18 days to

58 months old with a mean age of 15.23 months.

50.60%

®m Under 1 month
01-12 months

13-24 months
25.00%

125-36 months

037-48 months
11.60%

49-60 months

4.30% 4.90% 56006

W ) 173

Under1l 1-12 13-24 25-36 37-48 49-60
month months months months months months

Figure - 4.1.1: Age groups of CTEV children
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4.1.2 Gender of CTEV Children

Among all the children n=115 (70.1%) were male and n=49 (29.9%) were female. The
result shows that males were more affected than females and giving a male-to-female
ratio of 2.3:1.

Boy

29.90%|

Girl

Figure - 4.1.2: Gender of CTEV children
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4.1.3 Respondent Parent

Among 164 participants, 18.3% (n=30) participants were fathers and 81.7% (n=134)
participants were mother. The majority of the respondent parent were mothers.

~ Father

= Mother

Figure - 4.1.3: Respondent parent
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4.1.4 Parent’s Age of CTEV Children

The age of fathers (n=30) ranged from 21 to 52 years with a mean age of 33.18 years.
Most of them were between 31-40 years of age. On the other hand, the age of mothers
(n=134) ranged from 18 to 48 years with a mean age of 26.40 years and most of them

were between 21-30 years of age.

Table - 4.1.4: Parent’s age of CTEV children

Parent’s age Mean Standard deviation
Father’s age 33.18 +6.636
Mother’s age 26.40 +5.674
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4.1.5 Marital Status of Parents

Among the parents of 164 CTEV children, 98.80% (n=162) parents were married,
0.6% (n=1) mother was divorced or separated and 0.6% (n=1) mother was a widow.

Divorced or
separated,
0.60%

Widow, 0.60%0

Married,
98.80%

Married = Divorced or separated = Widow

Figure - 4.1.5: Marital status of parents
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4.1.6 Family Type of the Participants

The result shows that among 164 parents of CTEV children, n=152 (92.7%) were both
parents, n=1 (0.6%) was mother alone, n=6 (3.7%) were mother with other adults and
n=5 (3%) participants were from other family type.

3.70% 3%
0.60%

= Both parents

= Mother alone

= Mother with other

adults

= Other

Figure - 4.1.6: Family type of the participants
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4.1.7 Residential Area of the Participants

Among all of the participants (n=164), it was found that n=89 (54.3%) parents lived in
rural, n=19 (11.6%) parents lived in urban and n=56 (34.1%) parents lived in semi-
urban areas. The result shows that most of the parents of CTEV children lived in rural
areas.

= Rural

24.10% m Urban

m Semi-urban

Figure - 4.1.7: Residential area of the participants
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4.1.8 Educational Status of Parents

Out of the 164 parents of CTEV children, education status showed that 0.60% (n=1)
parents have no formal education, 38.40% (n=63) parents completed primary
education, 43.30% (n=71) parents completed secondary education, 16.50% (n=27)
parents completed Bachelor degree or above and 1.20% (n=2) parents received other
education such as Madrasah education.

1.20%

\

[ 0.60%

No formal
education

“ Primary education

= Seconadry
education

= Bachelor degree or
above

43.30% = Others

Figure - 4.1.8: Educational status of parents
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4.1.9 Employment Status of Parents

Among 164 parents of CTEV children, 94.60% (n=155) were one working parents
and 5.40% (n=9) were both working parents. None of the parents were unemployed.

94.60%

Both working
= One working
= None working

5.40%
0%
Both working One working None working

Figure - 4.1.9: Employment status of parents
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4.1.10 Occupation of Parents

Out of 164 CTEV children’s parents, 73.78% (n=121) parents were housewives,
6.09% (n=10) parents were businessmen, 5.49% (n=9) parents were service holders,
4.27% (n=7) parents were garments/factory workers, 3.05% (n=5) parents were
teachers, 3.05% (n=5) parents were day laborers, 1.83% (n=3) parents were rickshaw
pullers, 1.22% (n=2) parents were farmers and 1.22% (n=2) parents were from

different type of professions especially expatriate workers.

Table - 4.1.10: Occupation of Parents

Occupation Number (n) Percentage (%)
Housewife 121 73.78%
Businessman 10 6.09%
Service holder 9 5.49%
Garments/Factory worker 7 4.27%
Teacher 5 3.05%
Day laborer 5 3.05%
Rickshaw puller 3 1.83%
Farmer 2 1.22%
Other 2 1.22%
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4.1.11 Monthly Income of the Family

The result shows that the monthly income of the parents of CTEV children ranged
from 5000-200000 taka. 55.60% (n=99) of parent's monthly income is under 20000
taka (low income), 35.95% (n=59) of parent’s monthly income is between 21000-
51000 taka (medium income) and 8.45% (n=12) of parent’s monthly income is above
51000 taka (high income).

55.60%

Low income

35.95% Medium income

High income

8.45%

Low income Medium income High income

Figure - 4.1.11: Monthly income of the family
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4.1.12 Social Welfare Allowance for CTEV Children

Among 164 CTEV children, 99.40% (n= 163) of children didn’t have any disability
allowance whereas only 0.60% (n=1) of children had disability allowance. This

indicates that about all of the children were deprived of disability allowance facilities.

0.60%
= Disability
allowance
No disability
allowance
99.40%

Figure - 4.1.12: Social welfare allowance for CTEV children
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4.2 Medical Information of Child
4.2.1 Gestation at Birth

Gestation age raged from 18 to 41 weeks with median gestation age of 36 weeks
where 94 (57.3%) children were premature (born before gestation 37 weeks) and 70
(42.60%) children were mature at birth.

57.40%

42.60%

Premature Mature

Figure - 4.2.1: Gestation at birth
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4.2.2 Birth weight

At birth, the weight of newborns ranged from 1 kg to 4.5 kg with mean birth weight of
2.777 kg (SD 0.6268) where n=70 (42.80%) were born with low birth weight (less
than 2.5 kg), n=91 (55.40%) were born with normal birth weight and n=3 (1.80%)

were born with overweight.

55.40%

42.80%

= Low weight

= Normal weight

= Overweight

Low weight ~ Normal Overweight
weight

Figure - 4.2.2: Birth weight
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4.2.3 Delivery Mode

Out of 164 CTEV children, 31.1% (n=51) children were born through Normal Vaginal
Delivery (NVD) and 68.9% (n=113) children were born through Cesarean section

(C/S). The result indicates that majority of the patient with CTEV were delivered
through C/S.

“NVD

= CIS

Figure - 4.2.3: Delivery mode
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4.2 .4 Affected limb

More than half of the children (n=92, 56%) had bilateral clubfoot while the rest of the
children’s only one foot was affected. The most affected foot was right foot as 26%

(n=42) children’s right foot was affected and less affected foot was left foot as it was

affected in 18% (n=30) children.

Right

Bilateral
56%

Left
18%

Figure - 4.2.4: Affected limb
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4.2.5 Family History of CTEV

The result shows that among all the children 5.5% (n=9) had a past family history of
CTEV and 94.5% (n=155) had no past family history of CTEV.

5.5%

HYes

i No

Figure - 4.2.5: Family history of CTEV
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4.2.6 TA Tenotomy

Among 164 CTEV children, TA tenotomy was done for 11% (n=18) of children while
for 89% (n=146) of children, it was not done.

= Yes

No

89%

Figure - 4.2.6: TA Tenotomy
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4.2.7 Recurrence of CTEV

Among 164 CTEV children, 13.4% (n=22) children had recurrence of CTEV after
treatment while 86.6% (n=142) children had not recurrence history.

86.60%

13.40%

Yes

Figure - 4.2.7: Recurrence of CTEV
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4.2.8 Difficulties During Treatment

The result shows that 7.9% (n=13) children have difficulties during Ponseti
management such as blisters while wearing casts or braces and 92.1% (n=151)

children do not have any difficulties during treatment.

HYes

E No

92.10%

Figure - 4.2.8: Difficulties during treatment

47



4.2.9 Associated Comorbidities

13 (7.9%) children were also diagnosed individually with cerebral palsy (CP), spina
bifida, arthrogryposis multiplex congenita (AMC), atrial septal defect, asthma etc. 151
(92.1%) children were born without any associated comorbidities.

7.9%

MYes

M No

92.1%

Figure - 4.2.9: Associated comorbidities
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4.3 Impact-on-Family Scale (IOFS) Analysis

The Impact-on-Family Scale is a 24-item scale that yields a total score and 4
subscores that measure the impact on various components of family life: the financial
situation, social interaction within and outside the home, subjective distress felt by the

parent and a positive sense of mastery which may emerge from coping with the stress.

Table - 4.3.1: Impact-on-Family Scale Descriptive Statistics

Domain Minimum Maximum  Mean  Standard deviation
Financial 4 14 7.83 +2.411
Familial/ Social 9 29 19.57 +4.284
Personal strain 7 21 12.98 +2.343
Mastery 5 15 8.91 +1.865
Total score 25 79 49.29 +10.903

Above table - 4.3.1 shows that the total score of the scale ranged from 25-79. The
meanxSD of the financial domain is 7.83+2.411. The mean£SD of the familial/ social
domain is 19.57+£4.284. The mean£SD of the personal strain domain is 12.98+2.343.
The mean+SD of the mastery domain is 8.91+£1.865. The meantSD of an overall
impact on the family is 49.29+10.903.
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Table - 4.3.2: Financial Domain Descriptive Statistics

Financial Burden

Category Number (n) Percentage (%)
Strongly agree (1-4) 20 12.2%
Agree (5-8) 95 57.9%
Disagree (9-12) 46 28%
Strongly disagree (13-16) 3 1.8%

Above table - 4.3.2 shows that 12.2% (n=20) of parents are strongly agreed and 57.9%
(n=95) of parents agreed that ponseti management causes a financial burden on them.
On the contrary, 28% (n=46) of parents disagreed and 1.8% (n=3) of parents strongly
disagreed that ponseti management causes a financial burden on them. These results
indicate that the majority of parents (57.9%) agreed that ponseti management causes a

financial burden on them.
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Table - 4.3.3: Familial/ Social Domain Descriptive Statistics

Familial/ Social Impact

Category Number (n) Percentage (%)
Strongly agree (1-9) 1 0.6%
Agree (10-18) 77 47%
Disagree (19-27) 84 51.1%
Strongly disagree (28-36) 2 1.2%

Above table - 4.3.3 shows that 0.6% (n=1) of parents are strongly agreed and 47%
(n=77) of parents agreed that ponseti management causes familial or social distress to
them. On the other hand, 51.1% (n=84) of parents disagreed and 1.2% (n=2) of
parents strongly disagreed that ponseti management causes familial or social distress
to them. These results indicate that the majority of parents (51.1%) disagreed that

ponseti management causes familial or social distress to them.
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Table - 4.3.4: Personal Strain Domain Descriptive Statistics

Personal Strain

Category Number (n) Percentage (%)
Strongly agree (1-6) 0 0%
Agree (7-12) 65 39.6%
Disagree (13-18) 96 58.5%
Strongly disagree (19-24) 3 1.8%

Above table - 4.3.4 shows that none of the parents are strongly agreed and 39.6%
(n=65) of parents agreed that ponseti management causes personal strain to them.
Furthermore, 58.5% (n=96) of parents disagreed and 1.8% (n=3) of parents strongly
disagreed that ponseti management causes personal strain to them. These results
indicate that the majority of parents (58.5%) disagreed that ponseti management

causes personal strain to them.
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Table - 4.3.5: Mastery Domain Descriptive Statistics

Mastery

Category Number (n) Percentage (%)
Strongly agree (1-5) 3 1.8%
Agree (6-10) 144 87.8%
Disagree (11-15) 17 10.3%
Strongly disagree (16-20) 0 0%

Above table - 4.3.5 shows that 1.8% (n=3) of parents are strongly agreed and 87.8%
(n=144) of parents agreed that ponseti management causes a positive sense of mastery
for them. Moreover, 10.3% (n=17) of parents disagreed and none of the parents
strongly disagreed that ponseti management causes a positive sense of mastery for

them. These results indicate that the majority of parents (87.8%) agreed that ponseti

management causes a positive sense of mastery for them.
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4.4 Brief-COPE Scale Analysis

Table - 4.4.1: Brief-COPE Scale Descriptive Statistics

Casting Phase (n=40) Bracing Phase (n=124)
Coping Domain Mean Std. deviation Mean  Std. deviation
Problem-focused coping 26.43 +4.254 23.96 +5.254
Emotion-focused coping 30.35 +4.185 28.36 +4.191
Avoidant coping 14.07 +3.819 12.85 +3.942

Brief-COPE scale has three domains that is problem-focused coping (active coping,
planning, positive reframing, use of informational support), emotion-focused coping
(emotional support, venting, humour, acceptance, self-blame, religion) and avoidant
coping (self-distraction, substance use, denial, behavioural disengagement). Above
table - 4.4.1 shows that the meanzSD of problem focused domain is 26.43+4.254,
emotion focused domain is 30.35+4.185 and avoidant coping is 14.07+3.819 for
casting phase. On the other hand, for bracing phase the mean+SD of problem focused
domain is 23.96+5.254, emotion focused domain is 28.36+4.191 and avoidant coping
is 14.07+3.942 for casting phase.
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Table - 4.4.2: Subscales of coping strategies

Subscales Mean Standard deviation
Religion 7.21 +1.603
Acceptance 6.57 +1.457
Positive reframing 6.32 +1.562
Active coping 581 +1.664
Planning 6.04 +1.437
Emotional support 6.45 +1.794
Use of informational support 6.38 +1.611
Denial 4.25 +1.955
Self-distraction 4.41 +1.925
Venting 3.87 +1.010
Self-blame 2.73 +1.265
Behavioral disengagement 2.37 +0.914
Humor 2.02 +0.234
Substance use 2.12 +0.653

Above table - 4.4.2 shows that the mean+SD of religion is 7.21+1.603. The mean+SD
of acceptance is 6.57£1.457. The mean£SD of positive reframing is 6.32+1.562. The
meanSD of active coping is 5.81+£1.664. The meanzSD of planning is 6.04+1.437.
The meantSD of emotional support is 6.45+1.794. The meanzSD of use of
informational support is 6.38+1.611. The mean+SD of denial is 4.25+1.955. The
meanxSD of self-distraction is 4.41+1.925. The mean+SD of venting is 3.87+1.010.
The meantSD of self-blame is 2.73+0.914. The meantSD of behavioral
disengagement is 2.37+0.914. The mean+SD of humor is 2.02+0.234. The meantSD
of substance use is 2.12+0.653.
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4.5.1 Association in between socio-demographic profile, Impact-on-Family
scale (IOFS) domain and Brief-COPE scale domain:

Association Chi-Square (x%) P value
value

Child age vs financial domain 0.321 0.571
Child age vs familial/social domain 0.020 0.889
Child age vs personal strain domain 3.945 0.047*
Child age vs mastery domain 1.795 0.180
Child age vs problem-focused coping 0.430 0.512
Child age vs emotion-focused coping 1.683 0.195
Child age vs avoidant coping 4.206 0.040*
Educational status of parents vs financial 2.928 0.087
domain
Educational status of parents vs 0.004 0.952

familial/social domain

Educational status of parents vs personal 0.410 0.522

strain domain

Educational status of parents vs mastery 2.192 0.139
domain
Educational status of parents vs problem- 5.306 0.021*

focused coping

Educational status of parents vs emotion- 3.878 0.049*

focused coping
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Educational status of parents vs avoidant 4.262 0.039*
coping

Occupation of parents vs financial domain 14.592 0.000***
Occupation of parents vs familial/social 3.876 0.049*
domain

Occupation of parents vs personal strain 3.484 0.062
domain

Occupation of parents vs mastery domain 0.192 0.661
Occupation of parents vs problem-focused 1.841 0.175
coping

Occupation of parents vs emotion-focused 0.067 0.795
coping

Occupation of parents vs avoidant coping 0.030 0.862
Monthly income of the family vs financial 37.733 0.000***
domain

Monthly income of the family vs 13.249 0.000***
familial/social domain

Monthly income of the family vs personal 12.989 0.000***
strain domain

Monthly income of the family vs mastery 1.735 0.188
domain

Monthly income of the family vs 0.387 0.534

problem-focused coping
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Monthly income of the family vs 0.103 0.748
emotion-focused coping

Monthly income of the family vs avoidant 1.294 0.255

coping

Above table - 4.5.1 shows that the association was found between the age of the child
and personal strain where p value is 0.047 (P< 0.05) and x? value is 3.945 which was
statistically significant. Association was also found between the age of the child
avoidant coping strategies where p value is 0.040 (P< 0.05) and x* value is 4.206
which was statistically significant. In addition, an association was found between
educational qualification of the parents and problem-focused coping strategies where
p value is 0.021 (P< 0.05) and x? value is 5.306 which was statistically significant.
Association was also found between educational qualification of the parents and
emotion-focused coping strategies where p value is 0.049 (P< 0.05) and x* value is
3.878 which was statistically significant. Association was also found between
educational qualification of the parents and avoidant coping strategies where p value
is 0.039 (P< 0.05) and x* value is 4.262 which was statistically significant.
Association was also found between occupation of the parents and financial impact
where p value is 0.000 (P< 0.001) and x* value is 14.592 which was extremely
significant. Occupation of parents are also associated with familial/social impact
where p value is 0.049 (P< 0.05) and x* value is 3.876 which was statistically
significant. Association was also found between monthly income of the family and
financial impact where p value is 0.000 (P< 0.001) and x* value is 37.733 which was
extremely significant. Association was also found between monthly income of the
family and familial/social impact where p value is 0.000 (P< 0.001) and x* value is
13.249 which was extremely significant. Association was also found between monthly
income of the family and personal strain where p value is 0.000 (P< 0.001) and x?

value is 12.989 which was extremely significant.
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4.5.2 Association in between Impact-on-Family scale (IOFS) domain and
Brief-COPE scale domain:

Association Chi-Square (x%) P value
value

Financial domain vs problem-focused coping 0.497 0.481
Financial domain vs emotion-focused coping 0.549 0.459
Financial domain vs avoidant coping 7.186 0.007**
Familial/social domain vs problem-focused 0.001 0.975
coping
Familial/social domain vs emotion-focused 0.293 0.588
coping
Familial/social domain vs avoidant coping 7.467 0.006**
Personal strain domain vs problem-focused 0.448 0.503
coping
Personal strain domain vs emotion-focused 1.725 0.189
coping
Personal strain domain vs avoidant coping 2.959 0.085
Mastery domain vs problem-focused coping 70.678 0.000***
Mastery domain vs emotion-focused coping 77.589 0.000***
Mastery domain vs avoidant coping 51.407 0.000***
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Above table - 4.5.2 shows that the association was found between financial impact
and avoidant coping strategies where p value is 0.007 (P< 0.01) and x* value is 7.186
which was highly significant. Association was also found between familial/social
impact with avoidant coping strategies where p value is 0.006 (P< 0.01) and x* value
is 4.467 which was highly significant. Moreover, an association was found between
parent’s mastery and problem-focused coping strategies where p value is 0.000 (P<
0.001) and x? value is 70.678 which was extremely significant. Association was also
found between parent’s mastery and emotion-focused coping strategies where p value
is 0.000 (P< 0.001) and x? value is 77.589 which was extremely significant. An
association was found between parent’s mastery and avoidant coping strategies where
p value is 0.000 (P< 0.001) and x* value is 51.407 which was extremely significant.
No statistically significant association was found between side of involvement with

socioeconomic impact as well as coping strategies of parents.
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CHAPTER-V DISCUSSION

The outcomes of this study demonstrated the socioeconomic impact on the parents of
Congenital Talipes Equinovarus (CTEV) children along with their coping strategies.
Despite being very effective, comparatively non-invasive and regarded as the gold
standard by the medical world, medical practitioners must admit that this treatment

regimen increases stress for families of CTEV children.

The sample size for this study was 164 parents who brought their children to the
facility for Ponseti management and participated in the study. Among 164
participants, 18.3% (n=30) participants were fathers and 81.7% (n=134) participants
were mother. The majority of the respondent parents were mother. The age of fathers
ranged from 21 to 52 years with a mean age of 33.18 years. Most of them were
between 31-40 years of age. On the other hand, the age of mothers ranged from 18 to
48 years with a mean age of 26.40 years and most of them were between 21-30 years

of age.

About most of the parents (98.80%) were married, 0.6% parent (mother) was divorced
or separated and 0.6% parent (mother) was a widow. 92.7% were both parents, 0.6%
were mother alone, 3.7% were mother with other adults and 3% participants were
from other family type. The result shows that most of the parents of CTEV children
lived in rural areas. It was found that n=89 (54.3%) parents lived in rural, n=19

(11.6%) parents lived in urban and n=56 (34.1%) parents lived in semi-urban areas.

Out of the 164 parents of CTEV children, education status showed that 0.60% (n=1)
parents have no formal education, 38.40% (n=63) parents completed primary
education, 43.30% (n=71) parents completed secondary education, 16.50% (n=27)
parents completed Bachelor degree or above and 1.20% (n=2) parents received other
education such as Madrasah education. These results indicate that most of the parents
have completed secondary education. 94.60% (n=155) of parents were one-working
and 5.40% (n=9) of parents were both-working. None of the parents were
unemployed. Most reported father’s occupation was businessman (24.40%) followed
by service holder (18.90%) and garments or factory worker (10.40%). On the other

hand, most reported mother’s occupation was housewife (94.60%).
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In addition, the monthly income of the parents of CTEV children ranged from 5000-
200000 taka. 55.60% (n=99) of parent's monthly income is under 20000 taka (low
income), 35.95% (n=59) of parent’s monthly income is between 21000-51000 taka
(medium income) and 8.45% (n=12) of parent’s monthly income is above 51000 taka

(high income).

The age of the child ranged from 18 days to 58 months old with a mean age of 15.23
months and males were more (70.1%) compared to females (29.9%). The male-to-
female ratio was 2.3:1. In addition, a majority of these had no past family history of
CTEV (94.5%). Gestation age raged from 18 to 41 weeks with median gestation age
of 36 weeks where n=94 (57.3%) children were premature (born before gestation 37
weeks) and n=70 (42.60%) children were mature at birth. At birth, the weight of
newborns ranged from 1 kg to 4.5 kg with mean birth weight of 2.777 kg (SD 0.6268)
where n=70 (42.80%) were born with low birth weight (less than 2.5 kg), n=91
(55.40%) were born with normal birth weight and n=3 (1.80%) were born with
overweight. The majority of the patients with CTEV were delivered through C/S
(68.9%). More than half of the children (n=92, 56%) had bilateral clubfoot while rest
of the children’s only one foot was affected. Most affected foot was right foot as 26%
(n=42) children’s right foot was affected and less affected foot was left foot as it was
affected in 18% (n=30) children. 13 (7.9%) children were also diagnosed individually
with cerebral palsy (CP), spina bifida, arthrogryposis multiplex congenita (AMC),
atrial septal defect, asthma etc.

Ponseti treatment was initiated for all infants with a mean of 3.99 casts and 11%
required percutaneous heel cord tenotomy. Among 164 CTEV children, 13.4% (n=22)
children had a recurrence of CTEV after treatment while 86.6% (n=142) children had
not recurrence history. The result shows that 7.9% (n=13) children have difficulties
during Ponseti management such as blisters while wearing casts or braces and 92.1%

(n=151) children do not have any difficulties during treatment.

The females dominating the clinic can be compared to a similar study that was done at
Centre for the Rehabilitation of the Paralysed (CRP) on barriers experienced by
caregivers to access treatment of clubfeet patients of having consisted of 66.7% of
mothers and 16.7% of fathers (Amitav 2017). The dominance of females can be

attributed to the fact that the women have a gender role of caring for their children and
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keeping appointments. This can be attributed also to women in society being

increasingly educated which has led to change in gender roles (Amitav 2017).

The parents experienced financial burdens while taking care of the children born with
CTEV. Their finances get directed to clinic visits because they need transport to reach
the hospital. The time that they would use initially to cater for family needs and work
for money, once they have to cater for the needs of the child with clubfoot then they
cannot be as productive as before. They left their work so as to care for the CTEV
child. The Ponseti management is free but it was found that still the parents of
children with clubfoot still face financial burden as the most barrier in during their

children’s management (Doris et al. 2021).

The result of this study shows that 12.2% (n=20) of parents are strongly agreed and
57.9% (n=95) of parents agreed that ponseti management causes a financial burden on
them. On the contrary, 28% (n=46) of parents disagreed and 1.8% (n=3) of parents
strongly disagreed that ponseti management causes a financial burden on them. These
results indicate that the majority of parents (57.9%) agreed that ponseti management
causes a financial burden on them. Moreover, 0.6% (n=1) of parents are strongly
agreed and 47% (n=77) of parents agreed that ponseti management causes familial or
social distress to them. On the other hand, 51.1% (n=84) of parents disagreed and
1.2% (n=2) of parents strongly disagreed that ponseti management causes familial or
social distress to them. These results indicate that the majority of parents (51.1%)

disagreed that ponseti management causes familial or social distress to them.

In this study, none of the parents are strongly agreed and 39.6% (n=65) of parents
agreed that ponseti management causes personal strain to them. Furthermore, 58.5%
(n=96) of parents disagreed and 1.8% (n=3) of parents strongly disagreed that ponseti
management causes personal strain to them. These results indicate that the majority of

parents (58.5%) disagreed that ponseti management causes personal strain to them.

Furthermore, 1.8% (n=3) of parents are strongly agreed and 87.8% (n=144) of parents
agreed that ponseti management causes a positive sense of mastery for them.
Moreover, 10.3% (n=17) of parents disagreed and none of the parents strongly

disagreed that ponseti management causes a positive sense of mastery for them. These
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results indicate that the majority of parents (87.8%) agreed that ponseti management

causes a positive sense of mastery for them.

According to Doris et al. (2021), the financial burden was the most sited impact of
childhood illness on the family with a mean score of 77.5% followed by
mastery/coping with 75.3%. On the contrary impact on siblings was the least sited at

49.5% followed by personal strains (Doris et al. 2021).

The total score of the Impact-on-family scale ranged from 25-79. The mean+SD of the
financial domain is 7.83+2.411. The meanzSD of the familial/ social domain is
19.57+4.284. The meantSD of the personal strain domain is 12.98+2.343. The
meanzSD of the mastery domain is 8.91+1.865. The mean+SD of an overall impact
on the family is 49.29+£10.903. These results indicate that the majority of parents
(57.9%) agreed that ponseti management causes a financial burden on them and
51.1% of parents disagreed that ponseti management causes familial or social distress
to them. Also, 58.5% of parents disagreed that ponseti management causes personal
strain to them. Moreover, the majority of parents 87.8% agreed that ponseti

management causes a positive sense of mastery for them.

The result of the Brief-COPE scale shows that the mean+SD of religion is 7.21+1.603.
The mean£SD of acceptance is 6.57+1.457. The mean+SD of positive reframing is
6.32+1.562. The mean+SD of active coping is 5.81+1.664. The mean+SD of planning
IS 6.04+1.437. The mean+SD of emotional support is 6.45+1.794. The mean+SD of
use of informational support is 6.38+1.611. The mean+SD of denial is 4.25+1.955.
The meantSD of self-distraction is 4.41+1.925. The meantSD of venting is
3.87£1.010. The mean+SD of self-blame is 2.73+0.914. The mean+SD of behavioral
disengagement is 2.37+£0.914. The mean=SD of humor is 2.02+0.234. The mean+SD
of substance use is 2.12+0.653.

The most used coping strategy is that of religion followed by acceptance, emotional
support, informational support and positive reframing which are categorized as being
in the approach coping. While the least used coping strategy is humor followed by
substance use, behavioral disengagement and self-blame. This indicates that approach
coping is the most used coping strategy than avoidant coping of the parents of CTEV

children.
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This was similar in a study that was done in South Africa and UK where it showed
that the South African parents perceived a higher support socially. They employed
more coping strategies which can be attributed to the cultural and social practices in
the South African region. The research showed that the South African felt more
comfortable seeking help from the facilities when they felt encouraged by their friends
and family. This can be compared to the current research where more people felt that

they got support from their families and friends (Malagelada et al. 2016).

From table — 4.5.1 it is observed that there is a statistically significant relationship
between a child's age and personal strain, with a p-value of 0.047 (P< 0.05) and a

Chi- square (x2) value of 3.945. Similarly, an association exists between a child's age

and the use of avoidant coping strategies, with a p-value of 0.040 (P< 0.05) and X2
value of 4.206, which is statistically significant. Furthermore, there is a significant

link between the educational qualifications of parents and the adoption of problem-

focused coping strategies, as indicated by a p-value of 0.021 (P< 0.05) and x2 value

of 5.306. Additionally, the educational qualifications of parents are associated with

emotion- focused coping strategies, with a p-value of 0.049 (P< 0.05) and x2 value of
3.878, showing statistical significance. A similar pattern is observed with avoidant

coping strategies, where the educational qualifications of parents are linked, with a p-

value of 0.039 (P< 0.05) and x2 value of 4.262, signifying statistical significance.

Occupation of the parents exhibits an extremely significant association with financial

impact, as the p-value is 0.000 (P< 0.001) and x2 value is 14.592. Additionally,

parent’s occupation is associated with familial and social impact, with a p-value of

0.049 (P<0.05) and x2 value of 3.876, indicating statistical significance. Monthly

family income displays an extremely significant association (P< 0.001) with financial
impact (p- value = 0.000, x2 = 37.733), familial and social impact (p-value = 0.000,
x2 = 13.249) and personal strain (p-value = 0.000, x2 = 12.989).

From table — 4.5.2 there is a notable link between financial impact and the utilization
of avoidant coping strategies, with a highly significant p-value of 0.007 (P< 0.01) and

x2 value of 7.186. Similarly, there is a significant association between familial and

social impact and the use of avoidant coping strategies, as indicated by a p-value of
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0.006 (P< 0.01) and x2 value of 4.467, signifying high significance. Furthermore, a
remarkable association was found between the level of parent's mastery and their

adoption of problem-focused coping strategies, with an extremely significant p-value

of 0.000 (P< 0.001) and x2 value of 70.678. Additionally, parent's mastery is

associated with emotion-focused coping strategies, with an extremely significant p-

value of 0.000 (P< 0.001) and x2 value of 77.589, indicating a very strong statistical
significance. Moreover, there is a significant relationship between parent's mastery

and the use of avoidant coping strategies, with an extremely significant p-value of

0.000 (P< 0.001) and x2 value of 51.407, suggesting a highly significant association.

In this study, the results show that most of the parents were experiencing financial
burdens during Ponseti management though it is a low-cost treatment for CTEV. As
most of the parents of CTEV children come from rural areas, travel expenses put a
negative impact on them. The education level of CTEV children's parents and social
and cultural aspects regarding CTEV children can influence the coping strategies of
the parents of CTEV children. Family support that is provided by the closest person in
the family affects the perception of the parent and their behavior while making
decisions on children undergoing Ponseti management. It is likely that when the
parents get support from the people close to them, they get relieved from burden of
domestic responsibility and they would also receive financial assistance from them
helping them afford necessary costs and comply with the treatment regimen. Thus,
they can overcome the familial/ social strains and personal strains on them although

they still faced financial challenges.
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5.1 Limitations

Every research study inevitably has limitations due to the inherent challenge of
achieving 100% accuracy. In the case of this particular study, several limitations and
barriers should be taken into account when interpreting its results. The study
collected samples exclusively from CRP at Savar, resulting in a small sample size
which hinders generalizing the findings to all parents of children with CTEV in
Bangladesh. The use of Centre based sampling technique may not accurately
represent the broader population being studied. Few studies have explored the
socioeconomic impact of Ponseti management leading to a lack of substantial
evidence to support the study's results within the context of Bangladesh. The research
had a restricted timeframe which potentially leading to limitations in research
techniques and practical aspects. The research project was done by an undergraduate
student and it was first research project for her. So, the researcher had limited
experience with techniques and strategies in terms of the practical aspects of
research. As it was the first survey of the researcher so might be there were some

mistakes that overlooked by the supervisor and the honorable teacher.
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CHAPTER-VI CONCLUSION & RECOMMENDATION

6.1 Conclusion

This discussion focused on the major findings of the research in relation to the study's
objectives. The results indicated that parents encountered financial challenges during
the management of Congenital Talipes Equinovarus (CTEV). While the CTEV
condition had a slight impact on their family and social activities in society, the study
provided insights into factors that could act as barriers for parents to comply with
Ponseti management at the Centre for the Rehabilitation of the Paralysed (CRP). In
this study, the results demonstrated that many parents experienced financial burdens
throughout the Ponseti management process, despite it being a low-cost treatment for
CTEV. Travel expenses, particularly for parents coming from rural areas, posed a
significant financial strain. The education level of CTEV children's parents, as well as
social and cultural factors related to CTEV, influenced the coping strategies employed
by parents of CTEV children. Family support, provided by close relatives, played a
crucial role in shaping the perceptions and decision-making behavior of parents with
children undergoing Ponseti management. When parents received support from their
immediate family members, it alleviated domestic responsibilities and often included
financial assistance, enabling them to meet the necessary costs and adhere to the
treatment regimen. Consequently, they could better manage familial, social and
personal challenges, even though financial difficulties persisted. The study's findings
also suggested that health facilities providing critical services, such as cure and other
partners and stakeholders involved in CTEV treatment, should collaborate to extend
their services to rural, semi-urban, and urban areas. Developing strategies to offer
services closer to the children's residences was recommended. By decentralizing cure
services within the community, parents would not have to bear the significant
financial costs associated with transportation and other expenses while seeking

treatment for their children.
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6.2 Recommendations

The objective of this study was to assess the socioeconomic impact on parents of
children with Congenital Talipes Equinovarus (CTEV) and examine their coping
strategies during Ponseti management at CRP. Despite the study's limitations, the
researchers have identified several recommendations to enhance the effectiveness of
future research. Researcher has to improve the study's generalizability and it is
advisable to employ a random sampling technique instead of Centre based sampling
technique, thus enhancing the power of generalization. Future studies should consider
conducting research over a more extended period compared to the relatively short
duration of this study. In addition, expanding the sample size beyond the 164
participants included in this study is recommended to obtain more precise outcomes
applicable to a broader population. Given that this study exclusively drew participants
from a single hospital in Savar, the researchers strongly advocate for future
investigations to encompass parents of CTEV children from various regions across
Bangladesh, ensuring a broader scope for generalization.
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APPENDIX

English Consent Form
(Please read out to the participants)
Greeting!

My name is Eshrat Jahan Eshaba. | am a 4th year student of B.Sc. in Physiotherapy
program at Bangladesh Health Professions Institute (BHPI). For my study purpose |
am conducting a study on the parents of CTEV children and my study title is
“Socioeconomic Impact on the Parents of Congenital Talipes Equinovarus (CTEV)
Children along with their Coping Strategies during Ponseti Management at CRP”. I
would like to know about some personal information, other related information, as
well as socioeconomic impact and coping strategies regarding this study. This will
take approximately 30 minutes. This is an academic study and will not be used for any
other purpose. Your participation in the research will have no impact on your present
or future treatment in Paediatric unit. Researcher will maintain confidentiality of all
procedures. Your data will never be used without your permission. Your participation
in this study is voluntary and you may withdraw yourself at any time during this

study.

If you have any query about the study or your right as a participant, you may contact
with me (01911516174) or my supervisor Prof. Md. Obaidul Haque, Vice Principal,
BHPI (01712054026).

So, may | have your consent to proceed with the interview or work?

Yes No

Signature of the Participant:
Date:
Signature of the Interviewer:

Date:
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Research Questionnaire

Socioeconomic Impact on the Parents of Congenital Talipes Equinovarus
(CTEV) Children along with Their Coping Strategies during Ponseti
Management at CRP

Date of interview:

Patient’s name:

Patient’s ID:

Name of participant:

Patient’s address: Village: P.O:
P.S: District:

Contact no:

Part-1: Socio-Demographic Information

[Use tick (V) to mark the correct answer]

QN | Question Response
1.1 | Child’s age Months
1.2 | Child’s gender 1=Boy
2=Girl
1.3 | Respondent parent 1=Father
2=Mother
1.4 | Age of parents Mother= Year
Father= Year
1.5 | Marital status of parents 1=Married
2=Divorced or separated
3=Widow

77




1.6

Family type

1=Both parents

2=Mother alone

3=Mother with other adults
4=0ther

1.7

Educational status of parents

1=No formal education
2=Primary education
3=Secondary education
4=Bachelor degree or above

5=0thers (Please specify)

1.8

Residential area

1=Rural
2=Urban

3=Semi urban

1.9

Employment status of parents

1=Employed
2=Unemployed

1.10

Occupation of parents

1=Farmer

2=Day laborer

3=Rickshaw puller
4=Garments/ Factory worker
5=Driver

6=Service holder
7=Businessman

8=Teacher

9=Housewife

10=0Other

1.11

Monthly income of the family (in BDT)

1.12

Social welfare allowance

1=Disability allowance

2=No disability allowance

78




[Use tick (V) to mark the correct answer]

Part-2: Medical Information of Child

QN | Question Response
2.1 | Gestation at birth Weeks
2.2 Birth weight Kg
2.3 | Delivery mode 1=NVD
2=CIS
2.4 | Side 1=Right
2=Left
2=Bilateral
2.5 | Family history of CTEV 1=Yes
2=None
2.6 | Phase of Ponseti management 1=Casting phase
2=Bracing phase
2.7 | Number of casts
2.8 | TA tenotomy 1=Yes
2=No
2.9 Recurrence 1=Yes
2=No
2.10 | Difficulties during treatment 1=Yes
2=No
2.11 | Associated comorbidities
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Part-3: Impact-on-Family Scale

[Please read each question, assess your feelings and tick (V) the number on the scale

that gives you the best answer for you for each question]

QN | Question 1= 2= 3= 4=
Strongly | Agree | Disagree | Strongly
agree disagree

3.1 My child’s illness is causing 1 2 3 4

financial problems for our
family.

3.2 | Time is lost from work because 1 2 3 4

of hospital appointments for my
child.

3.3 | am cutting down the hours | 1 2 3 4

work to care for my child.

3.4 | Additional income is needed in 1 2 3 4

order to cover my child’s
medical expenses.

3.5 | Our family gives up things 1 2 3 4

because of my child's illness.

3.6 | People in the neighborhood treat 1 2 3 4

us specially because of my
child's illness.

3.7 | We see family and friends less 1 2 3 4

because of my child’s illness.

3.8 | Idon't have much time left over 1 2 3 4

for other family members after
caring for my child.

3.9 | We have little desire to go out 1 2 3 4

because of my child’s illness.

3.10 | Because of my child’s illness, 1 2 3 4

we are unable to travel or go
away.
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3.11

Sometimes we have to change
plans about going out at the last
minute because of my child’s
illness.

3.12

Sometimes | wonder whether my
child should be treated
"specially"” or the same as a
normal child.

3.13

| think about not having more
children because of my child’s
illness.

3.14

Nobody understands the burden |
carry.

3.15

Traveling to the hospital is a
strain on me.

3.16

Sometimes | feel like we live on
a roller coaster: in crisis when
my child is acutely ill, OK when
things are stable.

3.17

It is hard to find a reliable person
to take care of my child.

3.18

I live from day to day and don't
plan for the future.

3.19

Fatigue is a problem for me
because of my child's illness.

3.20

Learning to manage my child's
illness has made me feel better
about myself.

3.21

Because of what we have shared
we are a closer family.

3.22

My partner and | discuss my
child's problems together.

3.23

We try to treat my child as if
he/she were a normal child.

3.24

My relatives have been
understanding and helpful with
my child.
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Part-4: Brief-COPE Scale

[Please read each question, assess your feelings and tick (V) the number on the scale

that gives you the best answer for you for each question]

QN | Question 1=1 2=A 3=A 4=I’ve
haven't little bit | medium | been
been doing amount | doing this
this at all a lot

4.1 | I've been turning to work or 1 2 3 4

other activities to take my
mind off things.
4.2 I've been concentrating my 1 2 3 4
efforts on doing something
about the situation I'm in.

4.3 | I've been saying to myself 1 2 3 4
"this isn't real”.

4.4 | I've been using alcohol or 1 2 3 4
other drugs to make myself
feel better.

4.5 | I've been getting emotional 1 2 3 4

support from others.

4.6 | I've been giving up trying to 1 2 3 4

deal with it.

4.7 | I've been taking action to try 1 2 3 4

to make the situation better.

4.8 | I've been refusing to believe 1 2 3 4

that it has happened.

4.9 | I've been saying things to let 1 2 3 4

my unpleasant feelings
escape.

4.10 | I’ve been getting help and 1 2 3 4

advice from other people.

4.11 | I've been using alcohol or 1 2 3 4

other drugs to help me get
through it.
4.12 | I've been trying to see itin a 1 2 3 4

different light, to make it
seem more positive.
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4.13

I’ve been criticizing myself.

4.14

I've been trying to come up
with a strategy about what to
do.

4.15

I've been getting comfort and
understanding from someone.

4.16

I've been giving up the
attempt to cope.

4.17

I've been looking for
something good in what is
happening.

4.18

I've been making jokes about
it.

4.19

I've been doing something to
think about it less, such as
going to movies, watching
TV, reading, daydreaming,
sleeping, or shopping.

4.20

I've been accepting the reality
of the fact that it has
happened.

421

I've been expressing my
negative feelings.

4.22

I've been trying to find
comfort in my religion or
spiritual beliefs.

4.23

I’ve been trying to get advice
or help from other people
about what to do.

4.24

I've been learning to live with
it.

4.25

I've been thinking hard about
what steps to take.

4.26

I’ve been blaming myself for
things that happened.

4.27

I've been praying or
meditating.

4.28

I've been making fun of the
situation.
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Date: 3 April, 2023

To

Head

Department of Physiotherapy

Centre for the Rehabilitation of the Paralysed (CRP)
Through: Head, Department of Physiotherapy, BHPI

Subject: Prayer for seeking permission to collect data for conducting a research
project.

Sir,

With due respect and humble submission to state that I am Eshrat Jahan Eshaba, student
of 4" year B. Sc. in Physiotherapy at Bangladesh Health Professions Institute (BHPI).
The Ethical Committee has approved my research project entitled: “Socioeconomic
Impact on the Parents of Congenital Talipes Equinovarus (CTEV) Children along
with their Coping Strategies during Ponseti Management at CRP” under the
supervision of Professor Md. Obaidul Haque, Vice Principal, Bangladesh Health
Professions Institute (BHPI), CRP, Savar, Dhaka-1343. Conducting this research
project is a partial fulfilment of the requirement for the degree of B.Sc. in
Physiotherapy. I want to collect data for my research project from the Department of
Physiotherapy at CRP. So, I need your kind permission for data collection at Paediatric
Unit of CRP at Savar, Dhaka. I would like to assure that anything of the study will not
be harmful for the participants.

I, therefore pray and hope that your honor would be kind enough to grant my application
and give me permission for data collection and oblige thereby.

Sincerely

Eshrod Jahan Eshaba X‘}ﬂm
Eshrat Jahan Eshaba

4% year B.Sc. in Physiotherapy
Class Roll: 24

Session: 2017-18

Bangladesh Health Professions Institute (BHPI) 'M-L
e A ﬂ'am
(An academic institution of CRP) Qo_um W\.U\A

Chapain, CRP, Savar, Dhaka-1343 0"‘&— / J,QPM"[-.— M{/

ST 08104, 2422,

Md. shofiqul lalam

Dr. Mohammad An i PhD Assaciate Professor & Head
Senior Consultant & Head Department of Physiotherapy
Physiotherapy Department Bangladesh Health Professions Institute (BHPI)
Associate Professor, BHP| CRP, Chapain, Savar, Dhaka-1343

reR Savar Nhake 1747
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T (T AT BT (R3pfrens)
Bangladesh Health Professions Institute (BHPI)

(The Academic Institute of CRP)

CRP/BHPI/IRB/03/2023/70§ 13/03/2023

To

Eshrat Jahan Eshaba

4™ Year B.Sc. in Physiotherapy

Session: 2017-2018, Reg.no: 8645

BHPI, CRP, Savar, Dhaka- 1343, Bangladesh

Subject: Approval of the dissertation proposal “Secioeconomic Impact on the Parents of Congenital
Talipes Equinovarus (CTEV) Children along with their Coping Strategies during Ponseti
Management at CRP” by ethics committee.

Dear

Eshrat Jahan Eshaba,

Congratulations.

The Institutional Review Board (IRB) of BHPI has reviewed and discussed your application to conduct
the above-mentioned dissertation, with yourself, as the Principal Investigator and Prof. Md. Obaidul
Haque, Vice Principal, BHPI as dissertation supervisor. The following documents have been reviewed

and approved:

Sr. No. Name of the Documents

1 Dissertation Proposal

2 Questionnaire (English and Bengali version)
3 Information sheet & consent form

The purpose of the study is to find out the socioeconomic impact on the parents of congenital talipes
equinovarus (ctev) children along with their coping strategies during ponseti management at CRP.
Should there any interpretation, type, spelling, grammatical mistakes in the title, it is the responsibilities
of the investigator. The study involves face-to-face interview by using semi-structured questionnaire to
explore the socioeconomic impact of Ponseti management for the children with CTEV with their coping
strategies at CRP-Savar, Dhaka in Bangladesh. Since the study involves questionnaire that takes
maximum 20- 30 minutes and have no likelihood of any harm to the participants. The members of the
Ethics committee approved the study to be conducted in the presented form at the meeting held at 09:00
AM on January 9, 2023 at BHPI (34" IRB Meeting).

The institutional Ethics committee expects to be informed about the progress of the study, any changes
occurring in the course of the study, any revision in the protocol and patient information or informed
consent and ask to be provided a copy of the final report. This Ethics committee is working accordance to
Nuremberg Code 1947, World Medical Association Declaration of Helsinki, 1964 - 2013 and other
applicable regulation.

Best regards,

2, »

Muhammad Millat Hossain

Associate Professor, Dept. of Rehabilitation Science
Member Secretary, Institutional Review Board (IRB), BHPI,
CRP, Savar, Dhaka-1343, Bangladesh

freAraf1-B1112e, 16T, UI1-308\0, AN | CHI: +bbr 0% 33888¢BYB-¢, +¥br 03 33BBBBOB, (WAL
CRP-Chapain, Savar, Dhaka-1343, Bangladesh. Tel. 188 02 224445464-5, 488 02 224441904, Mobile: 188 01730020053
7 E-mail : principal-bhpi @crp-bangladesh.org, Web: bhpi.edu.bd ;
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