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Abstract: Healthcare service accessibility is crucial to treatment outcomes and results
in a better quality of life for children with craniofacial anomalies. This qualitative descriptive
study explored caregivers’ perceptions regarding healthcare service accessibility for children
with craniofacial anomalies in Thailand. Participants were primary caregivers of children
with non-cleft lip/palate craniofacial anomalies aged 3 months to 18 years. Data were
collected through focus group interviews with 37 caregivers across six groups and
semi-structured telephone interviews with five caregivers (42 caregivers) who brought
their children for treatment in four super-tertiary hospitals with craniofacial centers from
October 2018 to February 2021. Qualitative data were analyzed using the content
analysis method.

Three main themes emerged from the findings: 1) accessing treatment required time
and many steps, 2) receiving treatment from a specialist by seeking information and advice,
and 3) difficulties of hospital visits, including traveling distance and expenses. Our findings
reflect that healthcare access for children with craniofacial anomalies remains a complex
challenge associated with socioeconomic status, geographic characteristics, and the healthcare
system, including health insurance benefits. Moreover, treatment for these children usually
requires specialists typically located in university hospitals in metropolitan areas, thus limiting
access for children in rural or underserved areas. To improve access to optimal care for
these children, healthcare personnel, including nurses, should provide comprehensive
information about potential hospitals with craniofacial centers, expedite referral processes,
and offer assistance tailored to individual needs to enhance healthcare effectiveness.
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Introduction

Craniofacial anomalies (CFA) are congenital
deformities affecting the structure and appearance of
the skull and face. This study focused on non-cleft CFA,
which refers to a group of congenital cranial and facial
malformations such as craniosynostosis, facial cleft,
microtia, and craniofacial microsomia. Generally,
non-cleft CFA is more serious and significantly affects
organ dysfunction compared to cleft lip and cleft palate.
Many patients often require multidisciplinary
treatments to provide medical, psychosocial, and
logistical support." The prevalence of non-cleft CFA
varies significantly among countries, regions, and medical
centers and is mainly reported in specific disease groups.
For instance, a study in Norway between 2003 and
2017 reported a high prevalence of craniofacial anomalies
tobe 5.5 per 10,000 live birthsor 1: 1,800, whereas
a study in Finland between 1988 and 2013 found a
prevalence of craniofacial microsomia at 1:10,000.°
Moreover, a study in Iraq reported a prevalence rate
of craniosynostosis at 29%." In Thailand, our previous study
of 139 children with non-cleft CFA at a craniofacial
center in Bangkok found abnormalities categorized into
disease groups as follows: synostosis 48.9%, unclassified
group 21.5%, clefts group 20.9%, neoplasia-hyperplasia
group 5.8%, and atrophy-hypoplasia group 2.9%,
respectively.’ These abnormalities lead to severe
consequences on the physical and mental aspects of
children and their families in both short and long terms.

The main treatment for CFA is periodic surgical
correction of the deformity according to its severity.
Typically, a treatment requires a multidisciplinary
approach with many specialists to cooperate, evaluate,
and plan the treatment together. The multidisciplinary
team also allows sub-specialists to collaborate and
gain experiences essential for new treatment development
for complex cases.”” The appropriate treatment for
young patients is based on their age, period, and urgency
of the condition, regarding both physical and mental

aspects, and they must periodically receive medical
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treatment. However, the medical care potential of each
hospital varies according to the physician’s expertise,
medical care, equipment, and support network. In
addition, child and family factors such as health insurance
benefits, socioeconomic status, and residence area also
affect access to medical care.®

In Thailand, craniofacial centers are usually
located in university hospitals in different regions’
metropolitan areas, while children with CFA are spread
throughout the country, in both urban and rural areas.
Many children living in distant domiciles tend to have
delays inreceiving information about craniofacial centers
to provide timely surgical correction of deformities.
Besides, craniofacial centers mostly require referrals
based on the health insurance benefit of children,
namely the Universal Health Coverage (UC) scheme,
medical welfare of government and state enterprise
officials’ or disability welfare as specified in the Promotion
and Development of the Quality of Life of Persons with
Disabilities Act B.E. 2007 as amended by (No.2)
B.E. 2013, Section 20.'° The steps and referrals are
different due to the health insurance benefit of children
with CFA. Obtaining a referral letter for medical care
under the UC scheme requires many steps and is a
complex process. Caregivers may have to visit multiple
levels of hospitals until the children receive treatment,
or referrals for certain children with CFA may be denied.
These factors result in delayed accessibility to treatment,
losing opportunities, wasting time, and also affecting
children’s treatment outcomes.® Therefore, it can be
stated that healthcare service accessibility for children
with CFA still has its limitations.

Many challenges and barriers to healthcare
service accessibility faced by young children with CFA
and their caregivers have been reported worldwide. A
recent study of craniosynostosis patients at a tertiary
children’s hospital in the United States of America
showed that patients residing in more disadvantaged
areas tended to present later at the clinic and received
delayed surgical intervention.'" Moreover, a study on
immigrant Spanish-speaking parents of children with
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craniofacial microsomia emphasized that frequent
medical appointments were the family’s financial
burdens. These included transportation costs and loss
of income from work absence.'” Similarly, parents of
children with craniofacial anomalies in Malaysia
reported that they were occasionally absent from work
due to their child’s regular appointments and surgeries. '
A study of patients with CFA in Saudi Arabia exhibited
that the barriers to receiving treatment were difficulty
in scheduling appointments, long waiting times, and
difficult travel."* Our previous study also revealed that
caregivers of children with CFA are concerned about
barriers to healthcare service accessibility in the aspects
of service center facilitation and the ability to pay for
services. Additionally, challenges in accessing craniofacial
care were the very high cost of care and long-distance
traveling.'® However, a study was conducted at the largest
craniofacial center in the capital city of Thailand, which
included social workers and clinical psychologists in
multidisciplinary teams. Hence, it may not provide
insight into the obstacles or limitations in healthcare
service accessibility for children with CFA nationwide.
This study, therefore, explored caregivers’ perceptions
regarding healthcare service accessibility of children
with CFA in four super-tertiary hospitals across Thailand
using a qualitative descriptive approach to provide
deeper insights into the healthcare service accessibility
issues for children with CFA.

Review of Literature

Non-cleft CFA is not as common as cleft lip
and cleft palate, but the results can lead to very severe
disability. Treatment for non-cleft CFA is complex
and needs greater health care regarding surgical repair
and other health care interventions. It requires multiple
surgeries and a multidisciplinary team, depending on
the severity and type of anomalies. These could result
in medical traumatic stress for parents in relation to
their child’s diagnosis and treatment.'® Access to care

for children with non-cleft CFA is indispensable since
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they need to visit many clinics, and it takes a long time
for follow-up.

Health service accessibility is the ability of
individuals to access the healthcare system. It is related
to the use of health services and the right to access
medical care for individuals in any community,
depending on three critical factors: cost, quality of
care, and ease of access to care. Balancing these three
factors can enhance the quality of healthcare service
accessibility.'” It was stated by the World Health
Organization (WHO) that healthcare service accessibility
is afundamental service for people in various dimensions
with different aspects: 1) geographical aspect referring
to the distance, time consumption, and ease of the visit
without any accessibility obstacles, 2) financial aspect
referring to the ability to pay for expenses from the
use of healthcare services, 3) cultural aspect referring
to the use of techniques and management methods in
health administration, which can maintain the model
and culture of the community and service users, and
4) functional aspect referring to adequate and continuous
basic health service provision.'® In addition, an Australian
study on people with chronic conditions employed
Levesque’s model of access, which conceptualizes access
to healthcare service in five dimensions: 1) ability to
perceive, 2) ability to seek, 3) ability to reach, 4) ability
to pay, and 5) ability to engage."* In the Thai context,
a study defined healthcare service accessibility as
the ability and attempt of an individual to access the
basically appropriate healthcare and to receive medical
treatment according to health insurance benefits,
considering travel distance, transportation expenses,
and accommodation.” Thai vulnerable groups also face
inequality in healthcare service accessibility in terms
of limited rights in hospital selection, lack of specialists,
complicated referral systems, inadequate budget, and
lack of coordinative government planning regarding
the production and distribution of health personnel
inequities.”" Our previous study on healthcare service
accessibility of children with CFA perceived by their
caregivers exhibited that high cost of care and long-distance
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traveling were challenges in craniofacial care accessibility.'®
Similarly, several international studies addressed barriers
to healthcare access for children with CFA, including low

. . . . 11,12
socioeconomic status, financial expenditure,

residing
area distance,'® transportation costs,"" transportation
difficulties,"® lack of information about diseases in
primary care, ** healthcare expenses, and inadequate

. 23
msurance coverage.

Study Aim

In this study, we aimed to understand the
situation of healthcare service accessibility better as
perceived by primary caregivers of children with CFA
in Thailand. The insights gained from this study will
be beneficial in reducing barriers to accessing
healthcare services and providing more comprehensive
care for children with CFA.

Methods

Design: A qualitative descriptive approach was
employed to achieve the aim of this study because this
approach primarily focused on studying the facts of
the phenomenon. Moreover, qualitative description is
a very practical or pragmatic approach that helps the
researcher to uncover the “who, what, or where” of certain
events or experiences without the need to focus deeply
on meaning and does not require a conceptual abstract
rendering of the data, compared to other qualitative
designs.”* We followed the consolidated criteria for
reporting qualitative research (COREQ), and a 32-item
checklist for individual interviews and focus groups.
A previously published paper, “Healthcare Problems
and Healthcare Service Accessibility for Children with
Craniofacial Anomalies: Caregiver’s Perceptions,”
conducted in the Central region, was part of this study. "'
In this study, we explored caregivers’ perceptions
regarding healthcare service accessibility of children
with CFA in four craniofacial centers in the Northern,
Northeastern, Southern, and Central regions.
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Setting and Participants: This study was
conducted in four super-tertiary hospitals across
Thailand, each with a craniofacial center. The healthcare
services provided at each center were similar in
treatment protocol but differed in comprehensive care
and support networks, depending on the expertise of
multidisciplinary teams. Purposive sampling was
applied to select 42 key informants who were primary
caregivers with the following criteria: 1) aged 18 years
and over; 2) being either a parent or guardian of
the child with non-cleft craniofacial anomalies;
3) having childcare experience of at least 3 months;
and 4) being able to speak and understand the Thai
language. Primary caregivers with cognitive or memory
impairments were excluded from the study. The
researchers attempted to include a wide range of
participants with experience caring for various CFA
diseases. This study was conducted over three years,
from October 2018 to September 2021, due to data
collection across multiple locations and long intervals
between appointments.

Ethical Considerations: This study was approved
by four institutes, including (1) the Faculty of Medicine,
Chulalongkorn University (COA No0.901/2018),
extended (COA No0.1025/2019), (2) the Faculty
of Medicine, Khon Kaen University (Record
No0.4.3.01:14/2019), (3) the Faculty of Medicine,
Chiang Mai University (COA No0.333/2019), and
(4) the Faculty of Medicine, Prince of Songkla University
(Refno. YHNr-bPwM-7IrV-Bkhk ) amended under
Ref: MOE 68104.24/64-00011. Before gathering
the data, we contacted and requested nurses of the
craniofacial centers to act as research assistants for project
announcements and recruitment of eligible participants.
Then, participants were informed of the objective, process,
possible risks and benefits, data collection procedures,
and the participants’ rights to accept or reject participation
in this study. Participants signed an informed consent
when they were willing to join this study. After giving

consent, the research assistants contacted participants
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to schedule a convenient date and time for an interview.
During the focus group or semi-structured telephone
interviews, participants could stop the interview at any
time, without affecting the benefits and healthcare
services of children in the hospitals. All data were
presented without identifying participants.

Data Collection: Focus group interviews and
semi-structured telephone interviews were used to
obtain participants’points of view and experiences after
the principal investigator (PI) established trust and
rapport. The research team acted as facilitators during
the interview in the meeting room of the outpatient
clinic. The researchers developed the semi-structured
interview questions used in this study, which five
experts validated. Each interview began with primary
questions, for example, “How did you bring the child
to receive medical care at this hospital?” and “Are
there any difficulties in bringing children to treatment
at this hospital ?” Then, probing questions were asked
to obtain sufficient descriptions, such as “How did you
know about this hospital ?” and “What health insurance
benefits does your child have?” We recruited 13
participants from the Central center, 12 from the
Northern center, and 12 from the Northeastern center.
Five participants from the Southern center were also
invited for semi-structured telephone interviews with
the same interview questions due to a flooding
situation. Focus group interviews were conducted in
two groups for each center. Each group comprised 5-8
participants, and the time ranged from 60 to 90
minutes, while the time used for semi-structured
telephone interviews ranged from 30 to 45 minutes.
The interviews were stopped when data saturation was
achieved and when the study aims were met.

Data Analysis: All interviews were audio-recorded
and transcribed verbatim in Thai for a qualitative
content analysis.”® The PI and two co-researchers read
the transcriptions line-by-line several times to understand
the content and context. Essential data were identified
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from transcriptions of focus groups and semi-
structured telephone interviews and were subsequently
described in codes. Then, codes were systematically
classified into sub-themes. Similar sub-themes were
identified within the theme. Three themes and seven
sub-themes were generated, then all of them were
reviewed and refined.

Rigor and trustworthiness: Information from
the group and semi-structured telephone interviews
was checked using the four Lincoln and Guba concept
criteria.”” For credibility, all researchers had experience
in healthcare services for children with CFA. The PI
and two co-researchers had training in qualitative
research and practiced interviewing techniques. All
interviews were audio-recorded, and the researcher
took notes of the participants’ feelings, emotions,
manners, and behaviors during the interviews. In terms
of confirmability, PI and two co-researchers analyzed
the transcripts independently. The research team then
compared and discussed findings until consensus on
the subtheme and theme. Furthermore, the findings
were examined by a Thai expert with experience in
qualitative research for dependability. Transferability
was established by feedback from the participants. An
audit trail was maintained to ensure all analysis steps

could be returned to the original interview.

Findings

This study explored the perceptions of 42
participants. They were mostly mothers, most of whom
had educational levels below a bachelor’s degree.
Family income ranged from 2,500 to 95,000 baht
(72 to 2,754 USD) per month. The age of children
with CFA ranged from 1 to 17 years. Over half were
eligible for the Universal Health Coverage (UC)
scheme. Their demographic characteristics are shown
in Table 1. The three main themes emerged from the

content analysis described below and in Table 2.
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Table 1. Demographic characteristics of participants

Characteristics N %
Caregiver (N = 42)
Sex
Female 41 97.62
Male 1 2.38
Age (years)
(Min-Max = 23-74, Mean = 40.74)
20-40 22 52.38
41-60 19 45.24
> 60 1 2.38
Relationship with the child
Mother 38 90.48
Grandparents 4 9.52
Marital status
Single 3 7.14
Married 29 69.05
Widow/Divorced/ Separated 10 23.81
Education
Non-educated 2 4.76
Primary school 11 26.20
Secondary school 5 11.91
High school/Diploma 16 38.09
Bachelor and higher 8 19.04
Occupation
Merchant 10 23.80
Laborer 13 30.95
Agriculturist 11 26.20
Housewife/None 5 11.91
Government officer 2 4.76
Others: personal business 1 2.38

Monthly income of the family (baht)
(Min-Max = 2,500-95,000 (72-2,754 USD), Mean 20,000 (580 USD)

<10,000 (< 290 USD) 21 50.00

10,001-30,000 (290-869 USD) 14 33.34

30,001-50,000 (870-1,449 USD) 4 9.52

>50,000 (> 1,449 USD) 3 7.14
Ability to appointment

Yes 37 88.09

No 5 1.91

Children with craniofacial anomalies (N = 42)
Ages (years)
(Min-Max = 1-17, Mean = 9.82)

<7 13 30.95

>T7-12 12 28.57

>12-18 17 40.48
Type of craniofacial anomalies **

Clefts 17 40.48

Craniosynostosis 13 30.95

Unclassified 7 16.67
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Table 1. Demographic characteristics of participants (Cont.)

Characteristics N %
Atrophy-Hypoplasia 3 7.14
Neoplasia-Hyperplasia 2 4.76

Domicile (region)
Northern 14 33.34
Northeastern 14 33.34
Southern 8 19.04
Central 6 14.28
First diagnosis
Community hospital 9 21.43
Provincial /regional hospital 8 19.04
Tertiary hospital 12 28.57
Super-tertiary hospital 11 26.20
Others: private hospital, clinic 2 4.76

Outpatient visit (time)
(Min-Max = 2-300, Mean = 38.81)

<10 16 38.09
11-30 9 21.43
31-50 11 26.20
> 50 6 14.28

Inpatient visit (time)
(Min-Max = 0-120, Mean = 6.57)

<10 40 95.24

11-20 1 2.38

>20 1 2.38
Surgery experienced

Yes 33 78.56

No 9 21.43
Health insurance benefits

Universal health care coverage scheme 25 59.53

Government and state enterprise employee 2 4.76

Disability welfare 12 28.57

Others: cash 3 7.14

Table 2. Themes and sub-themes arising from the data

Themes Sub-themes

1. Accessing treatment required time andmany 1.1 Different health insurance benefits, different ways to
steps access
1.2 Many steps before receiving treatment from UC rights
2. Receiving treatment from a specialist by 2.1 Rare diseases, seeking information on craniofacial
seeking information and advice centers
2.2 Treatment advice from healthcare providers
2.3 Treatment advice from other persons
3. Difficulties of hospital visit, including 3.1 Distances visiting the hospital
traveling distance and expenses 3.2 Additional expenses for medicines and equipment

Vol. 29 No. 2 237
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Theme 1: Accessing treatment requires time
and many steps

Most primary caregivers visited hospitals
supplied with many specialists. They shared experiences
about many steps for medical treatment, especially the
health insurance benefits for medical care in terms of
the UC scheme, which required a referral letter from
the previously treated hospital. Some children with
CFA who were originally treated in district hospitals
needed to be referred to either provincial or regional
hospitals and subsequently to specialized hospitals.
This multi-step referral required letters and was truly
time-consuming. In addition, some primary caregivers
mentioned that to receive surgical treatment, they had
to wait for a suitable period and a surgical appointment.
This theme had two sub-themes:

Sub-theme 1.1: Different health insurance
benefits, different ways to access
Most primary caregivers shared that their

children received medical treatment because they were
referred from their primary hospital. However, they
came with different health insurance benefits depending
on the physician’s discretion and the policies of the
primary hospital. Generally, there are three types of health
insurance benefits mentioned by primary caregivers:
1) the UC scheme, which rendered the most complicated
referral process from the primary hospital; 2) the
government and state enterprise employee welfare,
which provides few difficulties in service accessibility,
and 3) the disability welfare of some caregivers, which
allowed their children to reach treatment more
convenient, including financial support, for instance,

Nowadays, we pay in cash together with
the 30-baht program [UC]. Thanks to this card,
covering almost 30,000 baht [870 USD] after
my kid’s MRI scan! He Iuckily received the
benefit. (FG1C1)

Disbursements are made directly to the
Comptroller General’s Department [government

238

weltare]; the hospital recommended direct
disbursement, eliminating too many processes.
(FG1C3)

Ichose disability welfare for my kids because
a referral form isn’t needed. The government
agency has offered money if registering as
a disabled person — most recently a thousand
a month. (SI5)

Sub-theme 1.2: Many steps before receiving
treatment from UC rights

The caregivers mentioned that children who
used the UC scheme had to use a referral form, which
required many steps to get treatment from specialists
at a hospital. The difficulties of this process depended
on the discretion of the physicians at the primary

hospital, as stated in the following statements:

The hospital refused to issue a referral form
until I can’t stand it anymore. I urged that I
would get a disability card for my kid and go
for treatment ourselves. It has been three times
to run the process prior to the palate treatment
until the head of the doctor helped move to the
children’s hospital. (FG2CT)

1It’s difficult because coming here requires
the 30-baht program [UC] and the referral form
from Hospital E requires two days in advance.
Further, Ihave to request it from Hospital C again,
covering only three months, and also go to
Hospital C, spending the other three months,
then come here. In the past, Hospital E referred
the case directly here [Hospital D]. (FG6C4)

Theme 2: Receiving treatment from a specialist
by seeking information and advice

Some caregivers mentioned that their children
received treatment at the craniofacial center because
they got advice and referrals from physicians at their
primary hospitals. Many children were referred at birth
or when craniofacial anomalies were discovered. At

Pacific Rim Int | Nurs Res * April-June 2025
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the same time, some young patients had come for
medical treatment because someone other than health
personnel had recommended a craniofacial center.
Therefore, the speed of taking children for treatment
varies according to the information received. There
were three sub-themes in this theme:

Sub-theme 2.1: Rare diseases, seeking
information on craniofacial centers

Some caregivers stated that their children’s
disease was not well known at first, and there were no
specialists who could treat it. Then, caregivers searched

for craniofacial centers on the internet by themselves.

Six years ago, we were in Province B, and there
were no craniofacial centers in the northern region,
no pediatric neurosurgeon. Fortunately, my husband
was hired and moved to Bangkok. A professor
who lived there was a friend of a doctor who
lived here in Province B. As I am a nurse, I had
been searching for information since I first found
the center here; however, we had to follow the
system, and Hospital B also referred my son.
After the referral had been completed, I still
didn’t meet the doctor. Once, I called the center,
and the staff told me that the doctor came on
Wednesdays, and I could go to the 6" floor right
away. I now still remember her speech: “Come
whenever you are convenient.” To me, I didn’t
work for a month and almost got fired, and
the fastest queue was nearly a month before
surgery! (FG1C3)

The doctor said, “I have never seen a child in a
case like this, perhaps you should go to Bangkok.”
We finally went there. At that time, the internet
system wasn’t very good. We tried searching for
information about the disease though we even
know what name of the disease was. Then, we
found out that Hospital A provided some kind of
center. I couldn’t remember the name. At first,
Ididn’t go to Hospital A but another one. We were
shocked about what was going on. (FG3C1)

Vol. 29 No. 2

Sub-theme 2.2: Treatment advice from
healthcare providers

Some caregivers reported receiving treatment
in a super-tertiary hospital equipped with a specialized
craniofacial center. Physicians at the primary hospital
agreed to make the referral, for example:

When I gave birth to my second child, the
obstetrician recommended a center. Also, I just
found a specialized one for craniofacial anomalies
on the internet, so I went there to take a look.
(FG1C2)

When I gave birth at Hospital F a long time
ago, the doctor suggested for treatment at Medical
Center G which provided direct treatment with
various medical fields. That was the first time
1 had known, then the doctor referred me here
to Hospital H. (FG4C4)

Sub-theme 2.3: Treatment advice from
other persons

Some caregivers received information about
craniofacial centers from people other than healthcare

personnel, such as neighbors or taxi drivers, for instance,

1t took a long time to come here to Hospital A.
At first, I didn’t know where to go since no one
recommended me. Because of a suggestion
from the taxi driver, Ilater went to the children’s
hospital when my baby was eight months old.
Tusedto have surgery at that hospital once before
coming to Hospital A—it’s about a year old.
(FG1C2)

The doctor did not recommend where to go
for further treatment but suggested going to
a hometown since my daughter could survive
only two or three months. My neighbor suggested
that I visit the children’s hospital where her grandchild
with abdominal paracentesis went for treatment.
I had no idea, holding, seeing, and asking my
daughter whether it would happen again. That
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time, I went to the children’s hospital but didn’t
get checked. After being a new patient registered at
the hospital, I went home with another appointment
intwo weeks. No sooner had I arrived home than
my daughter had the same symptoms again.
After she had drunk milk, she did not react as
if she suffocated. We came to the children’s hospital
later that day, and she was sent to see a neurologist.
Afterdiagnosis, she was normal with no neuropathy,
then the doctor checked x-rays, records in a CD,
and advised me to come here. (FG2C6)

Theme 3: Difficulties of hospital visits, including
traveling distance and expenses
Information from caregivers reflected the
difficulty of treatment in taking children to the
craniofacial center because it often required many
hours to travel, and they had to pay additional fees or
excess expenses that health insurance benefits could
not cover. However, all the caregivers stated that they
would not give up because of these difficulties, so their
children could access specialized medical care and
undergo better surgery. There were two sub-themes
in this topic:
Sub-theme 3.1: Distances visiting the
hospital
Some caregivers noted that the trips from
their hometowns to the hospitals with specialized
centers were far and required several hours by car;
however, they did not yield to these difficulties.

It’s difficult because I came by bus. Sometimes
1 had to wait and see. It took a long time for the

car to arrive on the main road. (FG3C5)

At that time, the difficulty was that I had
to disturb others to take my son and me to
Bangkok by a private car because we cannot
go any other way. The trip was full of obstacles.
I thought that he would die during the trip
because he choked on milk and his eyes bulged
like the eyelids were protruding. (SI5)
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Sub-theme 3.2: Additional expenses for
medicines and equipment

Some caregivers reported that sometimes they
came to the hospital. Additional expenses could not
be reimbursed according to health insurance benefits,
mainly medicines or appliances necessary for surgery
for craniofacial anomalies.

There is a cost of nearly 60,000 baht [1,739
USD] for dental surgery to clean up the oral cavity
before fixing the application. Once the surgery is done,
braces are the next step. The doctor has already
informed us that there should be additional expenses
that I must prepare as some appliances must be ordered.
(FG5C6)

If I pay two hundred or three hundred baht for
additional expenses, it will be no problem, but paying
more than this amount is not ok. For surgery, more
than 20,000 baht [580 USD] must be prepared. My
baby had gone for a stomach operation, and there were
additional expenses i.e., suction tubes. However, 1
can’tafford it if  have to cover all expenses. (FG3C5)

Discussion

The primary caregivers’ perceptions regarding
healthcare service accessibility of children with CFA
were divided into three themes described above.
Children with CFA were classified as having severe
abnormalities. The fundamental treatment for this
group of diseases was surgery to resolve life-threatening
problems, followed by periodic facial-reconstructive
surgeries based on the severity of each disease group.
These medical procedures require continuous treatments
by an interdisciplinary healthcare team in a well-equipped
hospital."

In this study, most children (85.729% ) with CFA
resided in rural areas. More than two~-thirds of the children
(69.04%) were primarily diagnosed at community,
regional, and tertiary hospitals, where specialists were
unavailable. In addition, more than half of the children
(59.53%) utilized the UC scheme, which required
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referral documents from primary healthcare units
suggested by physicians to receive further treatment
in higher-level hospitals.”® A previous study reported
that the UC scheme had promoted the accessibility to
cleft lip and cleft palate treatment.>

It can be assumed that children with CFA
need referral documents for proper treatment in
super-tertiary hospitals. To request a referral document
that covers the cost of treatment at a potential hospital,
young patients and their caregivers had to visit many
various levels of hospitals where investigation,
treatment, and craniofacial anomalies surgery can be
conducted.® These experiences led to physical,
psychological, and financial burdens for caregivers.
Some caregivers, therefore, allowed their children to
utilize the disability welfare coverage scheme to access
healthcare services since it did not require a referral
form. Besides, a disability card provides various
benefits for people with disabilities, such as disability
allowance, cost of equipment to assist disabilities,
and media to promote development and learning
conditions.”

Likewise, the Social Welfare Department of
Malaysia provides some financial assistance to parents
of persons with disability, in terms of monthly allowances
and tax exemption."® We can state that health insurance
benefits affected healthcare accessibility and support
for these young children. A systematic literature reported
that inadequate insurance coverage and distance to
hospitals with clefts teams are critical factors of medical
care accessibility.”® Hence, caregivers perceived that
accessibility to healthcare services or treatment for their
children required many steps and time. This reflected
achallenge of healthcare accessibility for children with CFA.

Regarding our findings, many caregivers clarified
that their children received treatment from a specialist
by seeking information and advice. This can be explained
by the fact that craniofacial anomalies are complex
diseases with different levels of severity. Some young
patients do not have obvious symptoms at birth but are
later noticeable as they age, such as having more bulging
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eyes and a deformed head shape. As aresult, caregivers
brought their children to clinics or hospitals where
insight into the treatment or specialized care may not
be offered, causing delayed diagnosis or surgical
intervention at the beginning.'” Some parents seek
information on craniofacial centers on the internet by
themselves. Our findings align with Swedish parental
experiences, mentioning that most parents craved more
information at the time of craniofacial detection. They
had searched the internet and social media to ascertain
more details about craniosynostosis.*” In this study,
more than half (54.77%) of young patients were
diagnosed with CFA at tertiary and super-tertiary or
university hospitals. As mentioned previously, most
children with CFA resided in rural areas of Thailand;
therefore, some caregivers reported ineffective care
coordination to support children with CFA. However,
most caregivers (88.09%) could bring their children
for the check-up as scheduled.

Furthermore, a shortage of specialists in the rural
areas also resulted in long waiting lists for diagnosis
and treatment for children with CFA, including referrals
for treatment from far-away provinces. The caregivers
had to bring their children for diagnosis or treatment
during many hospital visits, causing travel expense
problems. These are considered as difficulties or
barriers to healthcare accessibility for children with
CFA perceived by caregivers. Consistent with the study
of patients with craniofacial anomalies in Saudi Arabia,
it showed that barriers to seeking treatment were
difficulty in scheduling appointments, long waits, and
a difficult journey."* In addition, an Australian study
revealed that the availability of specialists was a frequently
cited challenge for chronically ill patients.'® Children with
CFA in rural areas still face challenges in accessing
treatment from specialists. When these children need to
see a specialist, they must travel to a university hospital
with a craniofacial center. Therefore, a training program
for specialists will be served to offer specialized care
for needy patients and minimize the barriers to accessing

medical care.
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Regarding additional expenses, the caregivers
perceived that they could not be reimbursed for non-
essential drugs, medical supplies, surgery equipment,
and special investigations due to their health insurance
benefits. Caregivers expressed that certain expenses
could be covered, but not all of them. This finding accords
with an international study on barriers to accessing
medical services among Hispanic populations with
craniofacial anomalies.* It was found that financial
problems were barriers to treatment due to low income,
unemployment or absence from work, and high healthcare
expenses. Our findings on caregivers of children with
craniofacial anomalies in Thailand were not different
from the results of studies abroad. The caregivers still
have to bear the costs of medical care, including
medication, medical supplies, and equipment. Due to
complex illnesses and the need for special investigations
with excessive expenses beyond the coverage, caregivers
were concerned about them. '’ This study revealed that
care barriers for children with CFA remained a complex
challenge associated with socioeconomic status,
geographic characteristics, and healthcare system
regarding health insurance benefits. Hence, financial
support from other relevant agencies or social welfare
would help diminish the barriers to healthcare
accessibility for children with CFA.

Limitations

This study focused on the accessibility of
healthcare services for children with craniofacial
anomalies in all disease groups. The caregivers of children
with craniofacial anomalies and the severity of the
disease may have different experiences with healthcare
service accessibility. In addition, this study was conducted
in four super-tertiary university hospitals when we faced
the COVID-19 pandemic and flooding in certain areas
over three years. Therefore, the data collection was adjusted
from focus group interviews to semi-structured
telephone interviews, which may limit the completeness

of data compared to face-to-face interviews.
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Conclusions and Implications for
Nursing Practice

This study explored caregivers’ perceptions of
children with CFA, including all disease groups with
varying degrees of disease severity. The children’s health
insurance benefits were different; as a consequence,
itaffected accessibility to medical care for the children.
Some children with CFA were treated with timely
corrective surgery, while others were delayed longer
than expected. The barriers to healthcare accessibility,
according to caregivers’ perceptions, included
limitations on information of treatment sources, health
insurance benefits, transportation expenses, long
waiting lists, and additional expenses related to medical
treatment. In conclusion, this study provides an
understanding of the caregiver’s perspective, especially
the barriers to healthcare service accessibility for
children with CFA. In this regard, we suggest that the
referral system should be redesigned to directly refer
young patients with CFA to hospitals with craniofacial
centers to reduce barriers for this population. In
addition, health personnel, including nurses, should
further develop guidelines or care pathways and work
with stakeholders for improving care efficiency for
these children by providing thorough information,
facilitating faster referrals, and offering comprehensive
patient care through network support, including
financial support. These findings can be applied in
future research to develop a supportive program that
fulfills the needs of children with CFA and their

caregivers.

Acknowledgments

We want to thank all the participants for sharing
their valuable experiences. This study was funded by
the Srisavarindhira Thai Red Cross Institute of Nursing
and the Princess Sirindhorn Craniofacial Center, King
Chulalongkorn Memorial Hospital, The Thai Red

Pacific Rim Int | Nurs Res * April-June 2025



Nantaga Sawasdipanich et al.

Cross Society. Additionally, we are grateful to
Dr. Phalaunnaphat Siriwongs for providing translation
of excerpts, and Dr. Orarat Wangpradit for editing
the manuscript.

References

1.  StockNM, Marik P, Magee L, Aspinall CL, GarciaL, Crerand
C, at al. Facilitating positive psychosocial outcomes in
craniofacial team care: strategies for medical providers. Cleft
Palate CraniofacJ. 2020;57(3):333-43.doi: 10.1177/
1055665619868052.

2. Tonne E, Due-Tonnessen BJ, Wiig U, Stadheim BF, Meling
TR, Helseth E, etal. Epidemiology of craniosynostosis in Norway.
J Neurosurg Pediatr. 2020;26:68-75. doi:10.3171/
2020.1.peds2051.

3. Kuu-Karkku L, Suominen A, Svedstrom-Oristo AL.
Craniofacial microsomia — more than a structural malformation.
Orthod Craniofac Res. 2023;26(1):117-22.doi: 10.1111/
orc.12592.

4. Farhan TM, Al-Abdely BA, Abdullateef AN, Jubair AS.
Craniofacial anomaly association with the internal
malformations in the pediatric age group in Al- Fallujah
city-Iraq. Biomed Res Int. 2020:4725141.doi: 10.1155/
2020/4725141.

5. Sawasdipanich N, Chaithat B, Rojvachiranonda N,
Dangsomboon A. Epidemiological characteristics of
children with non-cleft lip/palate craniofacial anomalies.
J Craniofac Surg. 2022;33(2):610-4. doi: 10.1097/
$¢s.0000000000008136.

6. HoffmanC, Yuan M, Boyke A, Perera I, Rabbun-Birnbaum
C, O’Connor, et al. Impact of a multidisciplinary craniofacial
clinic for patients with craniofacial syndromes on patient
satisfaction and outcome. Cleft Palate Craniofac J. 2020;
57(12):1357-61.d0i:10.1177/10556656209487617.

7. Rojavachiranonda N, Chaithat B, Sawasdipanich N,
Dangsomboon A, Khwanngern K, Sitthikamtiub W, et al.
Current situation of non-cleft craniofacial anomalies in Thailand:
amulticenter study. J Craniofac Surg. 2025;36(1):119-22.
doi: 10.1097/SCS.0000000000010754.

8. Rojavachiranonda N. Different faces..can be changed.
Bangkok: Amarin Printing & Publishing; 2021 (in Thai).

Vol. 29 No. 2

10.

11.

12.

13.

14.

15.

16.

17.

Maneepairoj P, Potiwan P. The right to public health service
accessibility in Thailand. Res Dev Health Syst J.
2020;13(1):300-9 (in Thai).

Department of Empowerment of Persons with Disabilities.
Empowerment of Persons with Disabilities Act, B. E. 2550
(2007) and additional amendments (No.2) Act, B.E.
2556 (2013) Section 20 [Internet]. 2013 Mar 29 [cited
2023 May 19]. Available from: http://web1.dep.go.th/
sites/default/files/files/law/197.pdf (in Thai).
Jolibois MI, Roohani I, Moshal T, Lasky S, Urata M,
Munabi NCO, et al. Sociodemographic factors associated
with delayed presentation in craniosynostosis surgery at a
tertiary children’s hospital. Plast Reconstr Surg Glob Open.
2024;12(8):¢6035. doi: 10.1097/GOX.0000000
000006035.

Rahman M, Avila S, Heike CL, Stock NM, Stueckle L,
Schefer A, et al. Psychosocial experiences of Spanish-
speaking parents of children with craniofacial microsomia.
J Craniofac Surg. 2024 May 13. Forthcoming. doi:
10.1097/SCS.0000000000010295.

Adam KBC, Hariri F, Murat NA, Yin LM, Amran MNH.
Parental experiences in the management of children with
syndromic craniofacial diagnoses in Malaysia. IMIM.
2021;20(3):53-9.doi: 10.31436/imjm.v20i3.1625.
Allaf H, Helal N, Basri O, AlShadwi A, Sabbagh H. Care
barriers for patients with nonsyndromic orofacial clefts in
Saudi Arabia: a cross-sectional study. Cleft Palate Craniofac
J.2022;59(8):1001-9.d0i:10.1177/10556656211026536.
Sawasdipanich N, Chaithat B, Dangsomboon A. Healthcare
problems and healthcare service accessibility of children
with craniofacial anomalies: caregivers’ perceptions. J Thai
Nurse Midwife Counc. 2021;36(2):110-28. Available
from: https://he02.tcithaijo.org/index.php/TJIONC/
article/view /244688 (in Thai).

Feragen KB, Stock NM, Myhre A, Due-Teonnessen BJ.
Medical stress reactions and personal growth in parents of
children with a rare craniofacial condition. Cleft Palate
CraniofacJ. 2020;57(2):228-37.doi: 10.1177/1055
665619869146.

Watanapa P. Human rights article: rights to access of
healthcare in Thai people in a past decade [Internet]. date unknown
[cited 2023 May 20]. Available from: https://www.
constitutionalcourt.or.th/occ_web/ewt_dl_link.php ?nid=
1491 (in Thai).

243



18.

19.

20.

21.

22.

23.

24.

244

Perceptions of Caregivers Regarding Healthcare Service

World Health Organization. Health equity [Internet]. date
unknown [cited 2023 May 20]. Available from: https://
www.who.int/healthsystems/topics/equity /en/
Schwarz T, Schmidt AE, Bobek J, Ladurner J. Barriers to
accessing health care for people with chronic conditions:
aqualitative interview study. BMC Health Serv Res. 2022;
22(1):1037. doi: 10.1186/512913-022-08426-z.
Cherdchoo A, Boonshuyar C, Chareonkul C. Accessibility
to health care service of the elderly in Bang Pa-in district,
Ayuthaya province. J Safety Health. 2019;12(2):1-13.
Auvailable from: https://he01.tci-thaijo.org/index.php/
JSH/article/view/196465 (in Thai).
Mongkhonsuebsakul W. Thailand’s access to healthcare
services: the reflection and inequality of vulnerable group.
SAU J Soc Sci Humanit. 2022;6(1): 55-69. Available
from: https://s005.tci-thaijo.org/index.php/saujournalssh/
article/view /257255 (in Thai).

Zerper AS, Nowinski D, Ramklint M, Oster C. Parents’
experiences of their child’s craniosynositosis and the initial
care process. J Craniofac Surg. 2020;31(1):251-6. doi:
10.1097/SCS.0000000000006033.

Nidey N, Wehby GL. Barriers to health care for children with
orofacial clefts: a systematic literature review and recommendations
forresearch priorities. Oral Health Dent Stud. 2019;2(1):1-12.
Available from: https:/ /riverapublications.com/assets/files/
pdf_files/barriers-to-health-care-for-children-with-
orofacial -clefts-a-systematic-literature-review-and -
recommendations-for-research-priorities.pdf

Turale S. A brief introduction to qualitative description:
aresearch design worth using. Pacific Rim Int J Nurs Res.
2020;24(3):289-91. Available from: https:/ /he02.tci
thaijo.org/index.php/PRIJNR 7article/view/243180/
165336

25.

26.

27.

28.

29.

30.

31.

32.

Tong A, Sainsbury P. Craig J. Consolidated criteria for
reporting qualitative research (COREQ): a 32-item
checklist for interviews and focus groups. Int J Qual Health
Care. 2007;19(6):349-57. doi: 10.1093/intghc/
mzmO042.

Sandelowski M. What ever happened to qualitative
description? Res Nurs Health 2000;23(4):334-40.
doi: 10.1002/ 1098-240x(200008)23:4<334::
aid-nur9>3.0.co;2-g.

Lincoln YS, Guba EG. Naturalistic inquiry. Newbury Park
(CA): Sage; 1985.

Whitaker LA, Pashayan H, Reichman J. A proposed new
classification of craniofacial anomalies. Cleft Palate J.
1981;18(3):161-76. PMID: 6941862.

National Health Security Office. Human insurance rights
users manual [Internet]. 2022 Aug 4 [cited 2023 May 19].
Auvailable from: https://www.nhso.go.th/page/coverage _
rights_injury (in Thai).

Chonnapasatid W. Viwattanatipa N. Manopatanakul S.
Jaruratanasirikul S. Thai Universal Health Care Coverage
scheme promotes the accessibility to cleft lip/palate
treatment: the result of cleft care provision assessment
using modified Geographic Information System. BMC
Health Serv Res. 2022;22(1):416.doi: 10.1186/s129
13-022-07784-y.

Suriyakarn K. Roles of the social worker for patient holistic
assessment. Bangkok: Amarin Printing & Publishing;
2021.

Carmona R, Jones TA, Rosenberg J. Barriers to accessing
medical care for Hispanic individuals with craniofacial conditions.
Plast Surg Nurs. 2020;40(2):73-80. doi: 10.1097/
PSN.0000000000000302.

Pacific Rim Int | Nurs Res * April-June 2025



Nantaga Sawasdipanich et al.

M3suragauatimInuM iU MIguMwUasAniianuinlni
vasluniuasAsue | MIANEIHIAUIWHUUNI T

wunm iaawildy yas devimd* eiden uaanysel uud lsaiagsuun

undada: nadfeuinisganiwiianuddyBdenadnsnisinuvuatannw et
flaruRaundveslumiuasisus m'ﬁﬁﬂLffmmmwuuUwﬁmmﬂ%aﬁﬁimqﬂizmﬁnﬁaﬁnm
nsfuresdguaiisadunisiinfauinisganwaeadniifianuiaundveddumiuasdses
Tuusandlne glidoya dedouandnuendniidauiaundasslumiuasdsuudriwiailily
anmdm,wmuimamézmwi 3 e s 18 U iusrusmdeyalasnisdunuoinguiuggua
37 AU $1u 6 naw uaznsdneailuAdlasiEeeInsdwiiUdgua 5 Au s 42 au
ﬁw1L‘énuﬁum’ﬁnuﬂui’samnmam@mgﬁ5uqaﬁﬁ@uﬁuﬁ'lm’a’mﬁﬂﬂﬂ@lﬂaﬂuwﬁmmﬁim
AU 4 UK TEUINRBUNAIAN 2561 TAABUNNNINUES 2564 AT1vidayaLBanmMNIN
ToglFnsuassiniuanse nansinenlddaduny 3 Usuhuudn de 1) nisdndenissnen
daaldauazinuataduaau 2) naldsneiuuwndfdesinguiainnisuaandeya
LasALUSUT Uas 3) ANAIUINYBINITNIZN IR BNISUN LA ZAEIUA TG DIT 8RN
wansinuiazsiountadndsuinisganwesadiniifieuiaundseslumituasisus
Fafiamiimeuauiendesiuiiafenmadsugiauasdan fugiiedende uazansnissnu
m'ﬁ@u,a%nmﬁmiiﬂﬁﬁaamﬁﬂLLWﬂﬁﬁﬂmmLi‘i'mmr:ymww:mq Feoglsaweanunaszeu
avmendeludiadlun ilidnfendeeglusuundeituiivindnaiidedialunisdntouinig
gunw msdaadulifnddauinisganmivanzan yaansfiuguninsanianeiuia
ms‘lﬁﬁagaﬁ'ﬂ'ﬁaUﬂqsﬂ,sawEJ”rumﬁﬁﬁnamwﬁﬁ@uﬁuﬁlwmmﬁﬂﬂnﬁwaﬂwﬁmazﬁwz
Tinssedefinaiitu swidinistemdanseudamaanizeiaiaunlssansnim
Tunsgua
Pacific Rim Int J Nurs Res 2025; 29(2) 231-245

[ v

Mmaaa: goua 1iin aruRaundusdlumiuazdses nasidideusnisguniw nssus
NISANWBIAUN MUY VNI Usemelng

dunm aigawiiy (1A 1ans 19158 anuumsneNeATaITi
annalng isgimalng E-mail: nantaga@stin.ac.th

fAndail: ya Susimi* fiemans 191 a0 naAT AT
amminalng tsginalne E-mail: bussara.c@stin.ac.th

@iiiien uasanysal noa T thamsnenna laemagnaimsal
animinalne tsginalneg E-mail: artiteeya@gmail.com

wud Isoadisuud A1ans191768 MATIIARUAITAT ANISUNNEATART
@mﬁmmfuwﬁnmﬁn E-mail: rnond@hotmail.com

Vol. 29 No. 2 245



