Original Article

Impact of the Children with Cleft Lip and Palate on Their
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Background: Cleft lip and cleft palate [CLP] remain a major public health problem around the world, as well as in Thailand.
Families are strongly responsible to take good care of the children with CLP. The impact of the children with CLP affected
on their families’ quality of life should be explored.

Objective: To investigate the impact of children on a CLP family.

Materials and Methods: Nineteen families of the children with CLP who joined the Family Camp that was provided by the
Northern Woman’s Development Foundation in Chiang Rai Province, Thailand, were selected. The Impact of Family Scale
[IOFs], comprising 33 items in five domains was employed in this present study. The structure questionnaire was composed
of demographic data and the IOFs which were translated into Thai and thereafter reliability was compared with previous
studies. The impact of family scale was presented as mean with standard deviation.

Results: Most participants were females (84.22%), and their most common reported occupation was employee (57.90%),
of the participants’ their highest education was primary school level (57.92%), and their medical expenses were approximately
902.90 baht per visit. The overall impact of family score was 2.72. In all, coping problems had the highest impact score of
3.70, followed by financial impact of 3.03, social impact of 2.86, and personal impact of 2.72. On the other hand, siblings
showed the lowest impact score of 1.65.

Conclusion: There was high negative impact of children on CLP families. The impact modalities were financial, social,
personal, coping and sibling impacts, respectively. Knowing the full impact the children with CLP on families [IOFs] would
benefit related organizations in enhancing social and family preparation for proper management which ultimately aims to
increase their quality of life. Consultation with medical services and expenses, financial and social support are needed.
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Cleft lip and cleft palate [CLP] are birth defects
that occur when a baby’s lip or mouth do not form
properly before birth. Moreover, these birth defects
are called “orofacial clefts” or “oral clefts” [OFCs]. The
CLP affecting 1 to 2 per 1,000 newborns, together they
are among the more common birth defects, and the
most commonly affect the face®™. A child born with
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CLP or other craniofacial anomalies always has multiple
and complex problems, including early feeding,
nutritional concerns, middle ear diseases, hearing
deficiencies, deviations in speech and resonance,
dentofacial and orthodontic abnormalities, and
psychosocial adjustment problems®. Previous studies
confirmed the delay in speech and language
development of 16 to 19%, articulation defects of 23 to
90%"37, resonance disorders of 27 to 43%%, and voice
disorders voice disorders of 0.6 to 50%“>". On the
other hand, families who have children with CLP are
also impacted with respect to economic, health and
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social aspects of life.

Impact of CLP on the family has not been a
focus of study. Although treatments of CLP require
multiple surgical and other interventional procedures
from birth into adulthood and frequent clinic
attendances to deal with problems related to impaired
facial growth, speech impairment, hearing difficulties,
and dental care. As such, CLP can bring a range of
additional life stressors, which may require substantial
changes in family structure and function, affecting
emotional, social, and financial resources and the well-
being of the family unit and individual members®?.
More recent research has suggested that children with
CLP had little impact on parents’ quality of life but
high impact with social and economic aspects!'?.
Nevertheless, effective parental adaptation is critical
in helping the child with CLP adjust to his or her
condition. Key factors include a caring and consistent
parent figure, socioeconomic advantages, a positive
extended family network, and family management
characteristics such as good communication, effective
coping, and family cohesionV. A previous study found
children with CLP parents had positive outcomes such
as increased sensitivity toward others, ability to help
each other, acceptance of life’s challenges, enhanced
communication skills, greater flexibility, ability to move
on in the face of challenges, and closer relationshipsV.
Recent studies showed that family resources have
significant positive adaptation to a major health
problem by coping and adjustment'>'9,

There appears much scope for applying the
resiliency model to further our understanding of the
family impact of CLP and the psychosocial factors
involved in parental outcomes, both positive and
negative. The aim of this study was to examine the
family impact of CLP and levels of adjustment and
psychological distress and to investigate whether other
aspects of the family have been impacted, or other
reported medical problems have influenced such
outcomes.

Materials and Methods
Study sample

Nineteen families of the children with CLP,
who joined the Family Camp, which was conducted by
the Northern Woman’s Development Foundation at the
Youth Men’s Christian Association [YMCA], during
24 to 26 April 2015 in Chiang Rai Province, Thailand.
Multidisciplinary approaches, including speech
therapy, orthodontic care, physical development, and
the care for ENT and hearing problems were provided
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for the children with CLP in the Family Camp. The
children with CLP and their caregivers attended the
Family Camp once a year. Regarding the limitations of
speech services in the North of Thailand, particularly
in Chiang Rai, local speech and language pathologists
[SLP] provided speech assessments and corrections
every 3 to 6 months by the Northern Woman’s
Development Foundation’s arrangement. This present
study was approved by the Khon Kaen University
Ethics Committee for Human Research (Project No.: HE
581088).

Instruments

The instrument “Impact on Family Scale
[IOFs]” was employed to evaluate the impact of
children with CLP on the family’s life. The instrument
was developed in the Anglo-American literature as a
self-report instrument to measure the effects of chronic
conditions and disabilities in childhood on the family!'.
In several studies of various diseases, the potential of
this instrument has been documented'®'®, The IOFs
was applied and translated into Thai (Thai culture, life
style and norm in Thai society) to evaluate the impact
of children with CLP on their families’ life. It consisted
of 33 items, dividing into five subscales: financial impact
(4 items), social impact (15 items), personal impact (5
items), impact on coping (3 items) and impact on siblings
(6 items). The parents were asked to rate on a four-level
scale (strongly disagreed = 1, disagreed =2, agreed = 3,
and strongly agreed = 4). The IOFs had both with
sibling (33 items) and without sibling (27 items).
Overall, nineteen families, of which seven families were
without sibling, were explored for their concerns in
regard to their future life of having another child.

Statistical analyses

Number and percentage were used to describe
the characteristics of the sample. Mean and standard
deviation were employed to describe the IOFs.
Comparisons with standard interpretation of IOFs
based on previous studies were presented with the
levels of reliability (Cronbach’s Alpha Reliability).

Results

A total of nineteen families who joined the
Family Camp were included in this present study. The
majority of participants or caregivers were females
(84.22%) with ages ranging from 18 to 55 years. In all,
57.90% were employees, 57.92% had the highest
level of education from primary school, whilst 10.52%
completed a bachelor degree. The participants’ family
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income per month was approximately 8,012 baht and a
cost of medical visit was 902.90 baht per hospital visit
(Table 1).

The original IOFs consisted of 33 items with
English language. The instrument was translated into
several languages, thus expanding its application in
different cultures and countries"**?, The reliability and
validity of the translation into German has been
confirmed®D. In this present study, the 33 items with
5 impact domains of IOFs were applied. Hence, the
IOFs were translated to Thai based on Thai context

Table 1. Characteristics of the participating children with
CLP or their caregivers (n = 19)

Variables Number Percentage
Gender
Males 15.78
Females 16 84.22
Age (years)
18 to 25 5 26.31
26 to 35 8 42.13
36 to 45 3 15.78
46 to 55 3 15.78
Occupation
Employee 11 57.90
Agriculture 7 36.84
Merchant 1 5.26
Education
Primary school 11 57.92
Secondary school 3 15.78
Certificate 3 15.78
Bachelor degree 2 10.52
Income/month (Thai baht)
Mean (SD) 8,012 -
(10,023.24)
Median (min: max) 5,000.00 -
(1,500:15,000)
Cost of each medical visit 902.90 baht -

and culture. This was the first time of using this
instrument in Thailand and the reliability was analyzed.
The results found that the reliability in five impact
domains indicated good reliability (ranged from 0.78 to
0.89) and the overall IOFs were 0.82 (Table 2).

Result of the IOFs revealed that the mean
scores for impact on coping were highest, whilst the
impact on sibling was the lowest (Figure 1).

Discussion

This present study provided initial data on
the impact of children with CLP on their families (Table
3). The financial impact ranged from 2.65 to 3.47. This
suggested moderate to high impact, especially for those
who have to reduce their time at work in order to care
for their children, which, as a result, had an overall
financial impact of 3.03. This supported findings of
Kramer et al® and Surit et al®? that the financial impact
was an important key in the family with CLP children
and the economic status was the main aspect affecting
quality of life in Thai urban area. Social impact was
scored as 2.86, especially infrequent visits to family
and friends (3.62), less special family activities and
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Figure 1.  Impact on Family scales in the families having

a child with CLP.

Table 2. Distribution of five domains of the impact of family score (IOFs) (n = 19)

Domain No. of Possible 10Fs Cronbach’s alpha
items range (Mean + SD) reliability

Financial impact 4 4t016 12.12 (13.12) 0.78

Social impact 15 15 to 60 42.90 (33.46) 0.89
Personal impact 5 5t0 20 13.60 (13.25) 0.81

Impact on coping 3 3to 12 11.10 (12.33) 0.76

Total of IOFs without siblings 27 27 to 108 79.65 (73.67) 0.84
Impact on siblings 6 6 to 24 9.90 (10.29) 0.81

Total of IOFs with siblings 33 33t0 132 89.76 (85.53) 0.82
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Table 3. The Impact of family score (IOFs)

The Impact of Family Scale (I0Fs) Mean SD
Financial impact
1) An additional income is required to cover the medical expenses 325 331
2) I have to reduce my time at work in order to care for my sick child 347 330
3) The illness causes financial troubles in the family 2.74 226
4) Medical management results in reduced time at work 2.65 213
Total financial impact 3.03 2.67
Social impact
5) Because of the illness of our child we see our family and our friends more infrequently 3.62  3.01
6) Special family activities are often spoiled because of my child’s illness 347  3.01
7) It is very difficult to find a person willing to care for the sick child 312 2098
8) We sometimes have to change our plans to go out at the last minute because of the illness 291 277
of our child
9) Because of the illness of our child we cannot travel long distances 347  3.02
10) Because of the illness of our child we have no fun going out 351 311
11) Taking care of my ill child is so time consuming that I do not have adequate time 291 234
for other family members
12) The illness of our child means that I am often overtired and exhausted 3.04 220
13) Neighbours treat us in a different way because of the disease of our child 1.65 2.03
14) I live day by day and do not plan my future 1.92 237
15) My life is sometimes like a rollercoaster: I feel totally destroyed when the condition 3.16  3.01
of my child is bad and very joyful when the condition of my child is good
16) It is a burden for me to go to the hospital 1.35  2.02
17) I had to stop working because of my child’s illness 2.08 256
18) My relatives arealways very understanding and helpful 332 3.09
19) Managing the illness of my child helps me to manage myself 341 243
Total of social impact 2.86  2.04
Personal impact
20) Because of the illness I cannot imagine having further children 3.57 313
21) Nobody understands the enormous pressures | have to cope with 372 3.03
22) Relatives think they know better than me what is best for my child, and interfere 145  2.09

in the care of my child
23) I am worried about the future of my child (when he/she is a grown-up and I would have died) 2.82 272

24) Sometimes | wonder if I should treat my child in a different way from a normal child 2.02  2.04
Total of personal impact 2.72 255
Impact on coping
25) My partner and I analyze the problems together 3.85 2.89
26) Due to our special experiences we become stronger as a family 3.72 3.2
27) We try to treat our child as if they were a normal child 353  3.03
Total of impact on coping 3.70  3.23
Total of IOFs without siblings (27 items) 295 221
Impact on siblings
28) Neighbours treat us in a different way because of the disease of our child 1.83  2.02
29) My other children seem to be sick more frequently than other children at their ages .32 212
30) My other children are afraid of the illness of my sick child .51  2.04
31) Due to the special needs of the sick child often quarrels occur with other children .32 211
32) Because of the illness of our child I care for the welfare of the other children very much .72 234
33) It is difficult to pay adequate attention to the other children because my sick child takes up 224 280
so much of my time and energy
Total of Impact on Siblings 1.65 249
Total of IOFs with siblings (33 items) 272 2.07
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limited long-distant travel because of their children’s
illness (3.47). Surprisingly, the families always looked
forward to hospital appointments, and were grateful
for their neighbors’ good relations, support and
understanding for their conditions. The moderate of
personal impact was addressed in this present study
(2.72). Participants reported being reluctant to having
another child due to this illness (3.57) in addition to
having enormous pressures to cope with (3.72).

All responding families confirmed the high
positive coping impact (3.70), for example; they tried to
analyze the problems together (3.85), became stronger
as a family due to their special experiences (3.72) and
try to treat their child as if they were a normal child
(3.53), the previous study also confirmed that families
with cleft experienced an increased impact on coping
with statistical significance (p<0.001)®.

The reliability in this present study was
consistent with previous studies'*?Y. The total impact
on family scale was rather high (2.72). Many previous
studies have addressed the Quality of Life [QoL] of the
patients with CLP and their families®*2%. It seems very
likely that QoL is an ultimate goal for CLP child and
their families. Therefore, concepts of interdisciplinary
care in modern cleft centers should address both the
child and the family®. Detailed knowledge of impacts
affecting the families having children with CLP might
support affected families, specifically in coping with
the particular situations and in providing adequate care
for the patient and support for their QoL.

This present study demonstrated the primary
report of IOFs in Thai society. The 10Fs for Thai version
needs to be further developed and tested for their
validity, reliability and cross culture in order to be used
as a standard tool in the near future.

Conclusion

The common impacts of children with CLP on
their families were financial, social, personal, coping
and sibling impacts, respectively. Related organizations
and society should take note of the IOFs and take them
into account in increasing the patient’s QolL.
Consultation with medical services regarding expenses,
financial and social support is needed.

What is already known on this topic?

Children with CLP had both physical and
psychosocial problems from residual stigmas after
repair. The QoL of the children with CLP and their
families were analyzed in previous studies. IOFs in Thai
context have not been used to investigate the impacts
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of children with CLP on their family.

What this study adds?

The IOFs is initiated in this present study.
The common impact of the children with CLP on their
families includes financial, social, personal, coping and
sibling impacts, respectively.
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