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Abstract

Background: Cleft lip and cleft palate are common congenital craniofacial anomalies requiring
timely multidisciplinary care, yet access to treatment remains limited in many low- and middle-
income settings due to social and structural barriers.

Methods: This study employed a mixed-method services study purposively selected 105 treated
and untreated adult patients with a craniofacial anomaly. Data were collected from September
2019 to June 2023. Socio-demographic data were collected utilizing the world health Study on
global AGEing and adult health (SAGE) survey. A questionnaire was used to assess the socio-
cultural, economic, and healthcare barriers including stigmas. The qualitative component includ-
ed in-depth interviews with 16 patients and 7 key informants involved in cleft services. Samples
were obtained from the Department of Orthodontics, Faculty of Dentistry at Bangladesh Medical
University, National Institute of Burn and Plastic Surgery, and Bangladesh Specialised Hospital,
Dhaka, Bangladesh.

Results: Fear of unnecessary tests (67.6%), inability to visit the doctor regularly (65.7%), long wait-
ing times (62.0%) and fear of not getting treatment from the same physician (61%) were the most
commonly reported barriers. Social and familial stigma (70.3%) and financial hardships (50.6%)
were the commonly found socio-cultural and socio-economic barriers. The major personal factors
for receiving healthcare were work responsibilities and transportation (96.2% each) and fear for
personal safety (53.3%). The qualitative findings support the above results.

Conclusion: Perceived fear of caring out undergoing unnecessary investigation by the patients,
socio-cultural stigma, economic constraints, and health system limitations continue to hinder ac-
cess to cleft lip and palate treatment in Bangladesh. Overcoming these barriers is therefore essen-
tial to promote equitable access and improve health outcomes for affected individuals.

Key messages

One of the most common sociocultural barriers was the stigma from family and society, particularly the
blaming of mothers for these issues. Longer treatment durations, employment responsibilities, financial
problems, transportation difficulties, long waiting times at hospitals or doctors' surgeries, concerns about
unnecessary tests recommended by medical professionals, and worries about safety while out in the street
were also prevalent. Additionally, women were more vulnerable to marriage-related issues at the social
level.
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Introduction

Cleft lip and/or palate (CL/P) are the most common
orofacial birth defects, occurring in 1 in 600 live births
worldwide [1]. In Bangladesh, CL/P affects
approximately 1 in 500-600 children, with an
estimated 5,000 babies born with these conditions
annually [2]. There are approximately 300,000
patients with unrepaired facial clefts, often from
underprivileged families, and only a handful of
qualified surgeons to treat them. A lot of patients
cannot afford or access essential surgeries related to
cleft conditions because of financial limitations, a lack
of available surgeons, and stigmas. Significant
psycho social impacts, such as social isolation,
rejection from education and employment, and
negative perceptions, are prompted by the stigma
related to clefts in poor and middle-income countries
(LMICs) [3]. Certain traits that differentiate the
affected are culture, gender, race, socioeconomic
status, age, sexual orientation, body image, and health
[4]. Stigma against individuals with certain diseases
impedes access to diagnosis, treatment, and positive
health outcomes, leading to feelings of despair and
shame that hinder care-seeking [5]. Systematic
reviews summarising the psychosocial effects of cleft
from high-income countries have previously been
published, but there is a relative paucity of cleft
treatment data in central and western Asia [6].
Regional and socioeconomic disparities also exist,
and those from the Middle East and South Asia face
more challenges [7]. Some research conducted in
middle- and lower-income areas explained why
different cultural ideas developed in each setting. This
study examined the barriers to treatment for CL/P
among Bangladeshi patients visiting a tertiary-level
hospital.

Methods
Study design and settings

This cross-sectional study was conducted at
Department of Orthodontics at Bangladesh Medical
University from September 2019 to June 2023. Data
were collected from three tertiary centres in Dhaka,
Bangladesh Medical University, National Burn and
Plastic Surgery Institute, and Bangladesh Specialised
Hospital. These locations were chosen because they
offer access to a wide range of patients and have
expert cleft care, modern reconstructive facilities,
significant patient flow, and extensive urban-peri-
urban-rural. World Health Organization's world health
Study on global AGEing and adult health (SAGE)
survey was used to the socio-demographic data [8]. A
questionnaire was used to assess the perceived
barriers reported by the patients in accessing health
care services. This section included seven questions,
employing a 5-point Likert scale from “No” (1) to
“Most” (5) [9]. Both an interviewer-administered
questionnaire and a semi-structured interview were
carried out to assess the socio-cultural, socio-
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economic barriers and personal factors related to
access to healthcare services [10]. Matching and
stratification were done during the study design. The
questionnaire's viability was tested in a pilot study
involving 15 patients. Key informant interviews (KIIs)
and in-depth interviews (IDIs) were conducted to
obtain qualitative data. The qualitative interview
guides were pretested and adjusted as necessary.

Participants

A total of 105 adult patients with CL/P were recruited
using purposive sampling based on specific
characteristics relevant to the study's objectives. The
selection was intentional and strategic. The researcher
employed their expertise to identify and select
individuals most likely to provide valuable data.
Patients with medically handicapped conditions or
those unwilling to participate in the study were
excluded. IDIs were conducted with 16 adult patients
who had undergone treatment and those untreated for
cleft lip and palate. KIIs were conducted with 11 key
informants involved in cleft care services, including
teaching faculty, orthodontists, speech therapists, cleft
nurses, and project coordinators.

Key variables ascertainments

Cleft lip and cleft palate

A cleft lip is a gap or division in the upper lip caused
by the inability to develop the facial tissues of an
unborn baby to completely close. A cleft palate occurs
when there is an opening in the roof of the mouth due
to the failure of tissue to join during fetal
development [11].

Barrier

Our participants experienced various levels of socio-
cultural and socio-economic factors, certain personal
factors and different self-perceived obstacles and
challenges while seeking health care. Barriers to
health care access are any physical, financial, social,
or structural obstacles that restrict, delay, or prevent
individuals from obtaining necessary medical
services, evidence-based care, or health information
[12].

Stigma

The negative attitudes or false beliefs associated with
these specific traits, circumstances, or health
symptoms were assessed among the participants.
Stigma refers to a negative view, belief, or attitude
towards an individual or group because of specific
traits or characteristics, leading to discrimination and
social disapproval [13].

Social stigma

Social stigmas within the participants were found as
they were negatively discriminated against as normal
due to their physical unattractiveness. According to
the World Health Organization, social stigma involves
negative associations between a person and a group
sharing specific traits associated with a disease [14].
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Table 1 Characteristics of treated or untreated patients with cleft lip or palate, number (%)

healthcare providers were expressed in numbers and
percentages. The distribution of patient-perceived

Characteristics Total Treated Untreated . .
barriers across age categories, sex, cultural and
(n=105) (n=S5) (n=50) socioeconomic factors, and personal factors affecting
Age group Up to 24 years 2 (49.5) 14 (25.5) 8 (76.0) access to care and services was illustrated using bar
25 years and above 3 (50.5) 41(74.5) 2 (24.0) diagrams. The perceived barriers from moderate to
Sex Female 3 (41.0) 21(38.2) 2 (44.0) most were considered meaningful barriers. The
Male 62 (59.0) 34(61.8)  28(56.0) transcribed data were coded, and themes were
Marital status ~ Unmarried 3(69.5)  33(60.0)  40(80.0) developed. Finally, data interpretation and concept
development were carried out using thematic analysis.
Married/ divorce/ widow 2(30.5) 22 (40.0) 0(20.0) The emerging themes and subthemes were presented
Education Up to secondary school 1(48.6) 13(23.6)  38(76.0) in tables with example quotes.
College completed and above 4 (51.4) 42 (76.4) 12 (24.0) Results
Occupation Student/unemployed 72 (68.6) 36 (65.5) 36 (72.0)
Employed 3 (31.4) 19(345)  14(28.0) Quantitative findings
Living area Urban 7 (63.8) 36(65.5)  31(62.0) Of the 105 study participants, 55 were in the treated
Rural 8 (36.2) 19(345)  19(38.0) group and 50 in the untreated group. Half of them
were 25 years 59% were men, 69.5% were married,
IDIs and KlIIs half had college level education, 68.6% were

For the IDIs and KIlls, interview sessions were
scheduled and conducted with each participant. The
sessions continued until theoretical saturation was
reached and sufficient data were collected. Empathetic
neutrality was maintained throughout the procedures.
Member checks were performed to verify the accuracy
and credibility of the findings. Interviews were audio-
recorded. Immediately after recording, transcription
was done.

Ethical considerations

Ethical clearance to carry out the study was obtained
from the IRB of Bangladesh Medical University.
Informed written consent was obtained from each
participant, explaining the purposes of the study,
goals, minimal risks, and benefits. A separate
identification number was given to each patient to
maintain confidentiality. Participation in the study
was voluntary, and participants had the right to
withdraw at any time without affecting their regular
treatment procedures.

Statistical analysis

Quantitative data were analysed using SPSS for
Windows, Version 20.0. Characteristics of treated and
untreated patients were expressed as percentages. The
patient-perceived barriers related to treatments and

unemployed and 63.8% were from urban area (Table
1).

Participants’ responses regarding obstacles to
treatment and healthcare providers were according to
five Likert scale responses (Table 2). Ninety-nine per
cent (95% confidence interval, 97.1%-100.0%)
experienced meaningful (moderate to most) treatment
or provider-related barriers. The most common
barriers included fear of unnecessary tests (67.6%),
inability to visit the doctor regularly (65.7%), and fear
of not receiving treatment from the same physician
(61%). Other notable barriers were fear of being
diagnosed with a complex illness (59.0%) and delays
in treatment at the chamber (55.2%). A perceived lack
of sincerity among physicians was reported by 2.9% of
participants.

We observed a tendency for the barriers to cluster
among participants. More than 16% of people had six
or more barriers. However, there were hardly any
perceivable differences between age (Figure 1) and
sex groups (Figure 2) in barrier clustering.

Our assessment on socio-cultural, socio-economic
barriers found that 70.3% of the patients faced
stigmatization from both family members and the
general public, suggesting that negative attitudes were
prevalent regarding the illness, followed by financial
problems (50.6%), blaming the mother about illness

Table 2 Patient perceived barriers related to the treatments and healthcare providers (n=105)

Barriers Number (%)
No Little Moderate ~ Much Most Meaningful
barriers 2
Able to visit doctor regularly 7(6.7) 9 (27.6) 8 (55.2) 5(4.8) 69 (65.7)
Get treatment from same doctor 30 (28.6) 1(10.5) 3 (50.5) 5(4.8) 64 (61.0)
Get treatment without delay at chamber 17 (16.2) 20 (19.1) 4 (51.4) 4(3.8) - 58 (55.2)
Able to bear treatment expenditure 17 (16.2) 28 (26.7) 54 (51.4) 1(1.0) ( 61 (58.1)
Fear of unnecessary tests prescribed 8(7.6) 7 (25.7) 7 (54.3) 8(7.6) 71(67.6)
Fear of diagnosed with complex illness 16 (14.3) 8 (26.7) 4 (51.4) 3(2.9) 62 (59.0)
Doctor is not sincere 96 (91.4) 6 (5.7) 2(1.9) 1(1.0) - 3(2.9)
2Moderate to most categories
BSMMUJ | doi: https://doi.org/10.3329/bsmmuj.v19i1.86039 30f7
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and misconceptions about a cure (40.7%), and (28.6%)
religious belief about treatment (Figure 3). Additional
factors at the individual's level in accessing healthcare
services were work loss due to regular follow-ups
(96.2%), a lack of transportation (96.2%), fear of street
safety (53.3%), and responsibility for caring for
someone else at home (26.7%).

IDIs

Findings of the IDIs and KIIs are summarised in Table
3. The thematic areas were as follows:

Stigmas and beliefs about cleft

The most common belief among our community
members was that this type of cleft occurs when a
pregnant woman cuts something with a knife during a
solar eclipse. One patient explained, “My family
members believe that my mother cut something with
scissors or ‘Boti’ (a traditional Bangladeshi kitchen
tool for cutting vegetables, fish, and meat) during the

100.0
952

64.5
62.9

"
=)
3

18.6
45

Three or
more

Four or more Five or more Six or more

Number of barriers

HMale W®Female MOveral

Figure 2 Distribution of patient perceived barriers according to sex (n=105)
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lunar eclipse when she was pregnant” A few
participants linked the CL/P condition to curses and
evil spirits. One patient also shared that some people
in her community did not consider her a human being
after her birth. According to her, "They said that it was
a curse and people asked to kill me by burying me."
Besides several misconceptions, some participants
firmly believed that the occurrence of clefts was God's
will.

Barriers related to the decision-making for seeking
treatment

Almost all decisions regarding cleft surgery were
made by the family, although the mother's role was
more significant in most cases. When it came to
orthodontic treatment, decisions were made through
family discussions, with the main concerns being the
girls' prospects for a better life and marriage. Most
respondents did not face any obstacles when deciding
to undergo treatment, although a few encountered
situations where they were forbidden or discouraged
from doing so. One patient mentioned, “My relatives
tell me that this is God gifted, and you will commit sin
by altering this.”

Lack of awareness and proper information

Lack of awareness, available healthcare options, and
proper information were identified as major barriers
to accessing treatment, especially for those living in
remote areas. One participant mentioned, “General
people like us don't have enough knowledge regarding
these treatments. We faced issues due to insufficient
information and communication gaps despite
spending a lot of money.” Another participant stated
that, although I was a medical student, I did not know
much about cleft treatments. More awareness needs to
be raised at all levels.

Longer treatment time

Almost all participants reported that orthodontic
treatment takes too long and faced obstacles in
continuing the scheduled process, including increased
travel expenses. As one participant mentioned,
“Regular visits are somewhat troublesome as this
involves the travel costs combined with orthodontic
treatment costs.”

Lack of financial support

Most respondents were from lower-middle or middle-
class families; therefore, they faced financial
difficulties during certain aspects of their treatments.
One participant stated, “The cosmetic treatments are
not affordable for our socioeconomic status.” Another
mentioned, “It is very expensive for my family. I still
don't have my own income sources and depend on my
father's income.”

Health system responsiveness

A few respondents shared their experiences at the
doctor's office. One of them mentioned, “In fact, the
doctor didn't even give us 10 minutes for a check-up!

A lot of people were there; the doctor didn't even
speak well.”
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Religious belief about treatment

Lack of knowledge on illness among family members

Parental ignorance that these deformities can be corrected - 1

Barriers of cleft treatment in Bangladesh

Percentage

Stigmatization from family members and others _ 703

Blaming mother about illness and misconception about cure _ 40.7

Others

Figure 3 Socio-cultural and economic barriers to access healthcare services

KIlIs

1. Experience related to the delivery of services

Service providers from different institutions shared
that many patients belonged to the lower and middle
classes and lived in remote areas. There is a high level
of information gap about cleft treatment, including
treatment unavailability, lack of standard treatment
protocols, and the necessity of speech therapy centres
for cleft patients. As one of the KlIs said, "Many
patients come for treatments at the age of 15-16 years
and express regret for not knowing earlier about the
services." They also shared that the time-consuming
procedures involved in speech therapy and
orthodontic treatments often lead to their dropout
before the completion of the treatments. As one KI
said, "Patients initially show a lot of interest in
receiving treatment, but when they face difficulties
like the long distance of the hospital from the locality,
travel expenses, and time-related aspects of the
procedures, they discontinue the treatment. Some
prejudices also exist among patients toward people
from the upper class, believing that spending more
money provides them with better services.

2. Limitations in existing services

The KlIs reported that, despite the presence of some
well-structured facilities in Dhaka city, those who
require orthodontic care, speech therapy, and other
treatments face problems with the services. One KI
mentioned, “Sometimes, we also face problems due to
the overflow of patients. In some instances, patients
leave without receiving any care.” In addition, the KIs
report the lack of manpower, a shortage of resources,
including equipment, the lengthy official demand and
supply procedures, scheduled treatment, and space
problems as barriers to service delivery.

3. Key informants’ experience regarding the role of
existing stigmas as barriers

All KIIs believe that a person's treatment-seeking
behaviours vary according to the social and cultural
norms, beliefs, stigmas, and level of education. One KI
explained a cleft patient's mother's sorrow by saying,
“Her relatives try to convince her that it is a God-gifted

BSMMUJ | doi: https://doi.org/10.3329/bsmmuj.v19i1.86039

problem, and it would be wrong if she goes against the
will of God! They asked her to leave it as it is and keep
faith in destiny.”

Discussion

Barriers related to CL/P profoundly affect individuals
and their families, leading to social rejection and
difficulties accessing healthcare and education. Our
quantitative study found that almost all the
participants faced more than one barrier related to
their treatments and healthcare providers. Fear of
undergoing unnecessary tests advised by physicians,
the costs of these tests, and the inability to visit a
doctor regularly were found to be major barriers.
Scheduling difficulties in receiving treatment from the
same doctors, as well as prolonged waiting room time,
were also found. A study conducted at the eleven
different governmental health care centres across
Saudi Arabia reported that sometimes/often, not
receiving the required medical care was due to
scheduling difficulties, prolonged waiting room time,
and transportation difficulties [15]. A study found that
a lack of hospitals providing the surgery in their areas
was perceived by patients barrier [16]. Although one
of the main obstacles among our study participants
was the fear of having unwanted tests recommended
by the doctor, this kind of patient perception might
also apply to other medical conditions also which
needs further exploration.

Cultural factors are inherently involved in shaping
maternal reactions to childbirth, and our analysis of
barriers on socio-cultural, socio-economic factors
found stigmatisations from family members and
blaming mothers for illness as major barriers. Social
stigma varies according to context and is influenced
by cultural views on the cleft. In developing countries
where prenatal care is less advanced, a CL/P is usually
unpredictable, and families have more faith in religion
and folklore than in medical explanations to explain
the deformity. Such faiths include the causation of
clefts as sins from a past life, witchcraft, God's will,
and engaging in behaviour associated with causal
power. Responses to physical deformities are
influenced significantly by beliefs and attitudes and
have a profound impact on the affected individual and
his/her family [17] and myths that CL/P occurred
when mothers observed the eclipse during pregnancy
[18].

While assessing personal factors, our quantitative
study found transportation problems and work
responsibilities as major barriers. A represented the
diverse regions of the Arab Gulf, North Africa, and
South Asia, who found traveled long distances for care
and missed appointments due to work commitments
were major barriers [19]. Similar findings were also
found from our qualitative IDIs and KIIs, where
cultural norms, beliefs, stigmas, especially blaming
mothers for these problems, lack of financial support,
and limited caregivers’ awareness and knowledge
were reported as barriers. Reaching care was also
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Table 3 Five major and 12 sub-themes according to in-depth interviews

Major themes

Subthemes

Description/ example quotes

Theme 1: Health and treatment-
related information

Theme 2: Experiences related to the
stigma and health conditions

Theme 3: Factors related to the deci-
sion-making for seeking treatment

Theme 4: Barriers to treatment seek-
ing

Theme 5: Opinion regarding the
treatment strategies and existing
facilities

1. Difficulty in eating

2. Cleft surgery

3. Difficulty in speaking

4. Orthodontic problems

1. Emotional experiences
friends, or the public

2. Reactions from family

3. Anxiety for the future

4. Beliefs about the causes of
clefts

1. Lack of awareness and proper
information

2. Scheduled treatment process

3. Lack of financial support

4. Health system responsiveness

“My cleft makes it difficult for me to chew or swallow hard things like fish bones, meat, or
medication in tablet form. | usually take syrup rather than tablets when | have a fever or
cold-related symptoms.”

“| had a total of 5 surgeries under a surgical team that came from Japan. Among them, |
underwent three operations up to third grade.”

“When | speak, the air is expelled through my nose, which means | have a nasal voice,
which makes it a little difficult to speak normally. When | go to do something in front of
people, | feel a little hesitant about whether they will understand me or not.”

“One of the things | often heard was, "Hey, your teeth are crooked, when will you treat
them."

“People often ask me about the abnormality of my appearance. It's true that | feel a lot of
pain inside, and | also feel depressed when I'm alone, but | always try to handle situations
normally. | feel upset thinking about why this has happened to me!

“My neighbours, relatives, even my cousins bullied me... | am fed up with hearing all
these...people commented negatively while | was receiving treatments...they also com-
ment negatively when I'm discontinuing all those...”

“When my relatives discuss my marriage issue, they advise me that | have to sacrifice
more than others because | have a problem.”

“People blamed my mother for the clefts, saying that she cut something using a knife
during an eclipse, and that was the main reason behind the development of my problems.”

“People in my community said, it is a gift from God, it should be preserved as such, and
there is no need for treatment.”

“We had more issues with insufficient information and communication in spite of spending
a lot of money.”

“Regular visits for the orthodontic treatment at an interval of 21 days are somewhat trou-
blesome for me. The travel and orthodontic treatment costs are so expensive considering
my socioeconomic status.”

Though treatment may be free at Government Medical hospitals, the medicine, accommo-
dation, and food still matter. Because we don't have any relatives to stay with in Dhaka,
everything becomes a challenge for us.”

“In fact, the doctor didn’t even give us 10 minutes; a lot of people were there; the doctor
didn't even speak well, mostly.”

“| am satisfied with the treatment, but | think that even as a medical student, | did not know
much about cleft palate treatment, so how will general people get the information about
this. That means we need to raise more awareness about this.”

impeded by prolonged treatment duration, long
distances and inadequate transportation options. A
qualitative study conducted across six operation smile
-supported hospitals in low- and middle-income
countries found barriers such as limited caregiver
awareness, cultural beliefs, long distances, poor road
infrastructure, and inadequate transportation options
[20]. While others named mothers for several potential
causes of the defect or abnormal conditions [21].
Certain barriers encountered at various levels and
the treatment-related challenges faced by adult CL/P
patients have not been the focus of any previous
research in Bangladesh. The selection of study
participants through purposive sampling enabled the
inclusion of cleft patients based on specific
characteristics or criteria relevant to the study's
objectives. As it was a cross-sectional study, causal
relationships cannot be established, but this research

BSMMUJ | doi: https://doi.org/10.3329/bsmmuj.v19i1.86039

may help address the multifactorial challenges that
cause delays in timely treatments, which can lead to
lifelong consequences for patients in low- and middle-
income countries. This approach also allows
researchers to identify, analyse, and mitigate these
obstacles—ranging from lack of awareness to
economic constraints—thus improving access to care
and supporting comprehensive treatment planning.

Conclusion

The barriers related to CL/P pose significant
challenges for affected individuals and their families,
requiring public health care providers to intervene by
educating society about the natural causes and
straightforward management of these conditions,
thereby substantially increasing opportunities for
patients.
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