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Objective: The aim of this study was to assess the quality of life (QoL) of children previously treated for cleft 
lip and/or palate (CL/P) and compare with non-cleft children. Method: A case-control study with 70 children 
between 5 and 12 years old was carried out. The case group consisted of 35 individuals previously treated for 
non-syndromic CL/P and presently receiving assessment at a rehabilitation hospital in Brazil. The children 
had received primary surgical treatment for CL/P reconstruction during early childhood. The control group 
consisted of 35 healthy children selected to ensure close similarity to the cleft group in age, gender and socio-
economic status. QoL was measured using the AUQEI questionnaire. Results: Cleft lip and palate had no 
significant influence on the QoL in children (p=0.44). A higher percentage of the cleft lip and palate group of 
children reported a lower QoL than the cleft lip or cleft palate groups. Gender had no significant difference 
on the quality of life in CL/P children (p=0.2) and in control group (p=1.0). Conclusion: The QoL in children 
with CL/P was found to be similar to the non-cleft group. Our results confirm that clefts repaired during 
earlier childhood associated with a health care program, including psychological support, is beneficial for 
CL/P children.
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INTRODUCTION

Cleft lip and/or palate are major structural birth defects 
that represent a significant public health burden. Roughly 
1 in every 500 to 1000 births worldwide is affected1 with 

concomitant lifelong morbidity.2 The condition requires multiple 
surgical procedures from birth to maturity and frequent outpatient 
attendances. Many children with cleft lip and palates suffer impaired 
facial growth, dental anomalies, speech disorders, poor hearing, and 
difficulties in psychological wellbeing and social relationships.3

Depending on the type of cleft, children with oral clefts are stig-
matized either because of their appearance (cleft lip: CL) or speech 
(cleft palate: CP) or both (cleft lip and palate: CLP) and therefore are 
probably particularly at risk to develop an altered social emotional 
functioning during early childhood.4 Measuring the quality of life 
(QoL) in children can be difficult, but a better understanding of how 
individual components correspond to overall measures of quality 
of life could help to improve the quality of life for individuals with 
oral clefts.5

The Autoquestionnaire Qualitée de Vie Enfant Image (AUQEI) 
is a quality of life assessment questionnaire based on child (4-12 
years-old) satisfaction, visualized and developed in France by Mani-
ficat and Dazort.6 The AUQUEI has 26 items related to function (eg: 
meals), family (eg: parents), leisure (eg: vacation), autonomy (eg: 
alone) and others (eg: in hospital). It explores the view of the child 
or adolescent on those items through 4 different faces (very sad to 
very happy) using a visual analogue scale. Each item is then given 
a value from 0 to 3, so that the whole questionnaire may score from 
0 to 78. Response levels are measured by checking faces expressing 
different emotional states. The AUQEI has been validated for Brazil 
and a total score below 48 was considered a very low quality of life.7 
Previous studies have used the AUQEI to evaluate the quality of life 
of children after kidney or liver transplantations,8 mouth-breathing 
children,9 children with sleep bruxism10 and children and adoles-
cents with spinal muscular atrophy.11

The quality of life for cleft children is a priority for future public 
health research on CL/P.5 Recently controversial reports12-16 on 
the QoL of children with oral clefts have impaired a clear state-
ment concerning the quality of life of treated children. In addition, 
patient-reported outcomes in CL/P treatment are critical for patient 
care. The aim of this study is to investigate if Brazilian children 
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previously treated for oral clefts experience psychosocial distress 
and a reduction in their QoL. 

MATERIALS AND METHOD
A case-control study design with 70 children aged between 5 and 
12 years old was carried out. The case group consisted of 35 indi-
viduals previously treated for CL/P and who were receiving assess-
ment at a public reference hospital for cleft rehabilitation in Rio de 
Janeiro Brazil. This study was carried out between January and July 
2009. Children with clinically or genetically diagnosed syndromic 
oral clefts were excluded from this study. All the case children had 
received primary surgical treatment for oral clefts reconstruction 
during early childhood and have had free access since then to all 
medical teams including experienced pediatric, surgical, pediatric 
dentist, orthodontic, speech therapy and psychological support for 
children and their families. 

The control group consisted of 35 healthy children, recruited at 
a Dental Clinic in Rio de Janeiro, Brazil. The control group was 
selected to ensure it had close similarity to the cleft group in terms 
of the number of children, age, gender and socio-economic status. 

Ethical approval was obtained from Local Ethics Committee. 
Informed consent was obtained from all participating individuals 
or parents/legal guardians. The AUQEI, quality of life assessment 
questionnaire, was applied as an interview, in the Portuguese 
language, while the children were waiting for their ambulatory 
follow-up visits. The questionnaire consists of 26 questions applied 
to the child himself/herself and assesses his/her satisfaction in 
different life circumstances, using 4 domains (autonomy, leisure, 
functions and family). The children were interviewed by a health 
care professional (F.M.M.S.), who was not a member of the cleft 
team. The children were asked to select the figure (very happy or 
happy or unhappy or very unhappy) that most corresponded to their 
feelings regarding a particular domain. 

Parents or caregivers/guardians were asked what type of cleft 
their child had and their medical records confirmed the diagnosis 
(CL, CLP or CP). The socio-economic background of the popu-
lation of the samples was summarized in terms of family income, 
using the minimum wage as a unit.

Data were analyzed using the Statistical Package for the Social 
Sciences (SPSS – 16.0). To compare the mean value of the AUQEI 
scores of the two groups, we applied the T-test, and for comparative 
analyses of more than two groups we applied the ANOVA test. The 

Chi-square test and Fisher exact test were used to analyze categor-
ical variables. The level of statistical significance was set at p ≤ 0.05.

RESULTS
The characteristics of the two groups are summarized in Table 1. 
The monthly family income of the majority of the children varied 
from less than 1 to 3 times the minimum wage, equivalent to USD 
210–630.

The cleft group was made up of eight children with CL, 7 chil-
dren with CP and 20 children with CLP. 25.7% of the OFC group 
experienced a low QoL and in the control group 37.1% experienced 
a low QoL. Within the cleft group, the CLP group reported a low 
quality of life for 35.0%, CP 14.3% and CL 12.5% (p=0.3). Figure 
1 shows the mean scores for each combination of cleft type and age.

However the great majority in both groups reported a high 
quality of life. Quality of life was not positively associated with 
oral clefts in children (p=0.44). The mean score of AUQEI in both 
groups was very similar (p=1.00) and is presented in Table 1. 

There was no difference between cleft type mean scores 
(p=0.61).

There were no significant differences between the genders for 
the QoL in the OFC children and in the control group (Table 2). 
Table 3 shows the results of the four domains of the questionnaire 
related to the type of cleft.

DISCUSSION
This study provides data on the QoL of children with previously 
repaired OFC in comparison with controls without cleft. QoL in 
cleft children does not seem to be as bad as one would expect for 
the disease limitations. To our knowledge, this is the first study that 
uses an instrument to measure quality of life in Brazilian children 
previously treated for oral clefts. The reliability and validity of this 
instrument for children from 4 to 12 years old has been demon-
strated in the literature,7 and is considered to be a valuable tool to 

Figure 1. Relationship of age (5-12 years) and cleft type to mean 
AUQUEI scores and standard deviation

OFC 
children 
(n=35)

Non-cleft 
children 
(n=35)

Mean Age (SD) 8.34 (2.2) 8.37 (2.3)

Gender (%)
           Female 14 (40.0) 14 (40.0)

           Male 21 (60.0) 21 (60.0)

 Mean income of families (SD) 2.00 (1.0) 2.6 (1.8)

Type of cleft (%)
          Cleft lip (CL) 8 (11.4) -

          Cleft palate (CP) 7 (10.0) -

          Cleft lip and palate (CLP) 20 (28.6) -

Quality of life (%)
          Good 26 (74.3) 22 (62.9)

          Bad 9 (25.7) 13 (37.1)

AUQEI score
         Minimum 39 37

         Maximum 72 64 

         Mean (SD) 51.2 (7.3) 51.2 (6.8)

Table 1.	 Characteristics of the study children
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of Life Instrument-Facial Differences module. One other domain, 
surgery, was a salient issue for many of the youth, but not all, so it 
was made into a separate module, the Youth Quality of Life Instru-
ment-Craniofacial Surgery module.18 It is important to emphasize 
that our studied population included only cleft and non-cleft chil-
dren (5-12 years) and these studies, cited above, reported quality of 
life of adolescents.

Our findings were not in accordance with a previous study16 
which analyzed the quality of life in cleft children using the KINDL 
questionnaire. This questionnaire is a self-reporting instrument 
specifically developed to assess the age-related QoL in children. 
Several dimensions of QoL, such as physical wellbeing, psycholog-
ical well being, self-esteem, family, friends and everyday activities 
were included. In this previous study, the authors observed that the 
quality of life of cleft children was superior to the control group. 
Boys with oral clefts were shown to experience a lower QoL when 
compared with girls. According to Hurrelmann,19 boys are less 
willing than girls to reveal their problems to others and are also less 
willing to ask for help, increasing the psychological distress. We did 
not observe a significant difference in the quality of life between 
the cleft and control group and we did not find differences between 
genders. The exact reason why gender differences in QoL were not 
seen in our study cannot be explained but, probably, the low age 
of the children included in this study can be influenced our results. 

An earlier study reported that both in the preschool children’s 
KINDL and in the parents KINDL questionnaires, the lowest scores 
were observed in the dimension for self esteem.15 Another study, 
cited above, reported that reductions in QoL were observed in school 
age children with cleft lip and palate in the dimensions “family” 
and “friends”, indicating problems in the social field.16 Regarding 
the four domains analyzed here, we did not observe any differences 

better understand the child’s experience in various aspects of his/her 
life, and for evaluation and follow up.6 Visual analogue scales are 
simple and easy to use, and present a continuous variable which is 
easily analyzed by researchers. They are often used to quantify the 
subjective assessment of global health or specific aspects of health 
such as pain.17

It is worth mentioning that the groups were homogeneous in 
terms of sample size, gender, age and socio-economic status. Our 
results reveal that both groups were similar in terms of quality of 
life. We observed that the majority children with clefts presented a 
high quality of life. We believe that this occurred because the cleft 
had been surgically repaired during earlier childhood and all chil-
dren were included in a health care program in a reference hospital, 
with follow-up visits and psychological support to both the child and 
the families. Furthermore, comprehending the concept of quality of 
life is a complex task for children and even for adults9 which may 
explain the findings of the present study.

Locker et al 12 assessed the health related quality of life (HRQoL) 
of 11- to 14- year-old subjects with orofacial conditions. There were 
few differences in quality of life of subjects with orofacial condi-
tions, compared with subjects with common dental conditions. The 
authors reported that the majority of these populations are well 
adjusted and able to cope with any adversity they experience as a 
result of their condition. In agreement, according to Topolski et al.,13 
adolescents with facial differences confront significant challenges 
to their own self-identity while experiencing higher QoL from rela-
tionships, possibly from their need to negotiate and maintain close 
family support. Following these pattern, another instrument aims to 
create a craniofacial-specific module. Six of the domains (coping, 
stigma and isolation, intimacy and trust, positive consequences, 
self-image, and negative emotions) comprised the Youth Quality 

Groups Gender P-value

OFC children
Quality of life

female male total

0.26*
good 12 14 26

bad 2 7 9

total 14 21 35

Non-cleft 
children

Quality of life

female male total

1.00*
good 9 13 22

bad 5 8 13

total 14 21 35

Note: * Fisher exact test

Table 2.	 Quality of life in both groups of children with gender controlled

Non-cleft children All Clefts Type of Cleft

CL CP CLP

Dimensions Mean SD Mean SD P-value Mean SD Mean SD Mean SD

Functions 9.9 2.0 10.3 2.0 0.81 10.8 1.2 7.6 2.5 10.3 1.5

Family 9.8 2.2 10.6 2.3 0.83 10.5 1.5 9.3 2.3 9.7 2.4

Leisure 7.1 1.4 7.7 1.2 0.40 6.7 0.7 7.1 1.7 7.2 1.5

Autonomy 7.9 2.4 6.9 1.8 0.26 8.5 1.0 7.4 2.6 7.9 2.7

Note: t-test was used and p-value presents the difference between “non-clefts” and “all clefts” children.

Table 3.	 Quality of life regarding of the four dimensions related to the type of cleft.
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between the groups. Probably the limited sample size could have 
influenced our results. We did not find in the literature similar data 
to compare the QoL using AUQUEI in cleft children. 

Our results demonstrate that cleft types did not differ in QoL. 
Considering only the frequencies related, CLP children reported a 
worse quality of life than CP and CL group. This finding could be 
explained by the severe speech disorders and facial esthetical prob-
lems in this group. And indeed speech and esthetic concerns seem 
to have been important factors affecting the health-related quality 
of life for children with oral clefts.14 The relationship between 
cleft type and QoL was more complicated, and varied according to 
a child’s age group. The variations of scores in QoL for the cleft 
groups reflected the influence of age when physical appearance 
becomes more important for social interaction, in children with CL, 
and the improvement in speech is critical in children with CP.

Nevertheless, our case-control study has several limitations. 
First, our study was limited to the questionnaire used. The AUQEI 
is a generalized QoL measurement without any oral health QoL 
components. Probably, it would be better to assess more typical QoL 
dimensions, such as appearance, social acceptance and self-esteem. 
An oral health QoL questionnaire assesses the direct impact of oral 
conditions on related outcomes such as appearance, oral function 
and social interactions. Second, the sample size could be considered 
small. This finding of no difference across cleft types and QoL may 
reflect the small sample size; especially for CL and CP patients. 
On the other hand, we believe that the rigorous inclusion criteria 
minimized the bias in our study. The understanding of the impact of 
clefts on children’s QoL is an important issue and future studies may 
also explore QoL on the basis of initial cleft severity, in addition to 
cleft type. Case control studies where inclusion criteria are defined 
on basis of severity reduce selection bias. Additionally, extend study 
to include adolescents.   

In summary, to increase the successful outcome of medical 
treatment for cleft children it should not be defined solely in terms 
of repair of facial and/or palatal clefting but should also be extend 
to the maintenance and improvement of the QoL of the patients and 
their families. In our work, children treated for cleft did not relate a 
low QoL, which suggests that health care programs associated with 
familial psychological support, are beneficial for this population.
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