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ABSTRACT
Objective: To understand the physical, emotional, and social repercussions of 
orofacial clefts in adolescents. Method: A descriptive, exploratory, qualitative 
study based on the methodological framework of Oral History, conducted with 
10 adolescents treated at a support association. Data collection was performed 
through semi-structured interviews, which were recorded and transcribed in full. 
The data were analyzed using content analysis, subsequently operationalized with 
IRaMuTeQ® software, and systematized through Similarity Analysis. Results: From 
birth, adolescents face the consequences of cleft palate, including communication 
difficulties and challenges with self-acceptance. The support network turned out 
to be important in improving social interaction, since relationship difficulties begin 
in childhood and are exacerbated in adolescence, when bullying is common. 
Final Considerations: Orofacial cleft palate has physical, emotional, and social 
repercussions for adolescents, which reinforces the need for social support.

DESCRIPTORS: Adolescent; Cleft Palate; Cleft Lip; Self Concept; Bullying.
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   HIGHLIGHTS
1. Teenagers with clefts face physical and emotional challenges. 
2. Bullying and rejection impact self-esteem and mental health. 
3. Support network strengthens coping and acceptance. 
4. Multi-professional teams contribute to comprehensive rehabilitation.
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INTRODUCTION INTRODUCTION |

Orofacial clefts are congenital malformations of multifactorial causality that occur in 
utero between the sixth and eighth week of gestation, in the absence or insufficiency of 
fusion of the nasal and maxillary processes1. They can result in aesthetic, functional, and 
psychosocial problems2.

Functional changes include feeding and swallowing difficulties, effects on speech, 
hearing problems, restricted craniofacial growth and development, dental changes, and 
ear and airway infections. In terms of psychosocial and aesthetic implications, behavioral 
issues, dissatisfaction with facial appearance, low self-esteem, and difficulties with learning 
and interpersonal relationships are highlighted2.

That said, it is noted that psychosocial and aesthetic problems are firmly established 
in adolescence, between the ages of 10 and 193. During this period, there is concern 
about appearance, as they are more prone to romantic relationships, episodes of bullying, 
and school teasing. These behaviors and new relationships are significantly crucial for 
healthy social development and positive self-image4.

Even after surgical and cosmetic procedures, some patients suffer from appearance 
problems and difficulty accepting themselves, since social references impose the pursuit 
of symmetry and perfection, guiding standards of beauty. Thus, fear can lead to mental 
health problems such as depression, anxiety attacks, panic attacks, social isolation, 
distorted self-image, and dropping out of school4-5.

A study conducted in Switzerland with young people with orofacial clefts identified 
that they have a lower psychological quality of life, maladaptive emotional regulation, 
and dissatisfaction with the social support offered, pointing to a vulnerability among 
adolescents who live with orofacial clefts6.

Diante dessas situações, torna-se imprescindível um acompanhamento multiprofissional 
envolvendo profissionais das áreas da saúde, educação e assistência social, que atuem 
visando promover o desenvolvimento físico, emocional e social desses adolescentes2.

In view of these situations, it is essential to have multidisciplinary follow-up involving 
professionals from the areas of health, education, and social assistance, who work to 
promote the physical, emotional, and social development of these adolescents2.

In this context, the application of Oral History with adolescents living with orofacial 
clefts allows for the listening of oral accounts, thus enabling the construction of knowledge 
from the people who experience the events, who usually are neglected7.

Despite the relevance of the topic addressed, studies are scarce and lack depth. Thus, 
the research is based on the following question: What are the repercussions of orofacial 
clefts on the lives of adolescents? Therefore, the study aimed to understand the physical, 
emotional, and social consequences of orofacial clefts in adolescents.

This is a descriptive, exploratory, qualitative study grounded in the Oral History 
method, which allows participants to express their personal experiences with greater 
autonomy and freedom, thereby facilitating an understanding of their social relationships 
and daily life. In addition, it provides the interviewer with a broader range of data for 

METHOD METHOD |
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qualitative interpretation and research development7-9. The study followed the criteria 
of the Consolidated Criteria for Reporting Qualitative Research (COREQ) guide10.

The study was conducted at a cleft support association located in a municipality 
in northwestern Paraná, Brazil. It is a civil society organization that provides care to 
children and adolescents with orofacial clefts and their families.

The inclusion criteria were adolescents aged 10-19 years who regularly attended 
the association between June and August 2023, the period in which the data were 
collected. The exclusion criterion was for adolescents with a specific health condition, 
certified by a physician, that prevented them from understanding the questions. There 
was no need for exclusion, but five adolescents refused to participate in the study due 
to a lack of time. This was a convenience sample of 10 participants.

The number of participants in the study was determined by data saturation, which 
occurs when the research objectives are met and there is no new information relevant 
to the study and no repetition of data11.

The interviews were conducted by the principal investigator (a nursing student) and 
a nurse and doctoral student in nursing, both with experience in qualitative research, 
who are conducting a research project at the institution above. The adolescents received 
information about the study and how it would be conducted. After acceptance, the 
researcher requested the parents’ or legal guardians’ signature on the Free and Informed 
Consent Form and the adolescents’ signature on the Free and Informed Assent Form, 
both in duplicate.

The interviews were conducted individually, once with each participant, in a private 
room during breaks between appointments. A semi-structured interview was used, with 
the guiding question, “How do you perceive your condition as a person with a cleft lip 
and palate?” In addition, supporting queries and a tool to assess socioeconomic and 
demographic characteristics were used. The data collection instrument was reviewed 
by nurses and nursing professors who are specialists in child and adolescent health.

The interviews were audio-recorded, transcribed in full, and, when necessary, spell-
checked without altering their content. The average interview duration was 25 minutes. 

The data were analyzed and processed by two researchers with field experience, 
following content analysis and thematic modality12, a well-recognized qualitative research 
technique that allows the identification of meanings in narratives, thereby facilitating 
a rigorous interpretation of the statements. The steps proposed for this analysis were 
a) pre-analysis: the material was analyzed and organized through a floating reading; 
b) exploration of the material: deepening of the data obtained, through the use of 
units of meaning (excerpts from the statements), to identify the core meanings; and c) 
treatment of results and interpretation: regrouping of content with similar meanings, 
where the results were treated with inferences and interpretations12.

To enhance the analysis, the software Interface de R pour les Analyses 
Multidimensionnelles de Textes et de Questionnaires (IRaMuTeQ) version 0.7 ALFA 
2.3.3.1 was used as an auxiliary tool, using Similarity Analysis. The software was chosen 
for its methodological advantages: it allows for greater systematization of the analysis, 
speeds up the categorization and interpretation process, increases the accuracy and 
rigor of the analyses, and offers multiple perspectives for reading and interpretation. 
These aspects increase the reliability of the results and contribute to a transparent 
analysis13.
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The research complied with all ethical and legal principles outlined in Resolution 
No. 466/12 of the National Health Council/Ministry of Health. It was approved by the 
Standing Committee on Ethics in Research Involving Human Subjects under opinion 
No. 4,095,950. To preserve anonymity, respondents were identified as A (adolescent), 
a number corresponding to the interview sequence, and age and gender, represented 
by F for female and M for male.

RESULTS RESULTS |

Seven of the interviewees were female. Their ages ranged from 11 to 19 years, with 
an average age of 14 years. Regarding the types of clefts, the most frequent were those 
involving the lip and palate. Regarding education, six were in elementary school, three 
were in high school, and one was in college.

Through similarity analysis, as shown in Figure 1, it is possible to discern the most 
consistent expressions, in addition to performing a hierarchical representation of the 
interconnection between terms.

The tree allows visualization of the central nuclei that reflect the physical, social, 
and emotional repercussions of the condition. The word “speak,” referring to the act 
of speaking, highlights the experience of adolescents with orofacial clefts, marked by 
difficulties that begin with breastfeeding, continue through their first words, and extend 
into adulthood with insecurities about their appearance and social interaction.

Figure 1. Similarity tree of the interview corpus for adolescents with orofacial clefts. 
Maringá, Paraná, Brazil, 2023 

Source: The authors (2023).
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In addition, associated terms such as “fissure,” “different,” “hinder,” “accept,” 
“find strange,” “friend,” and “mother” reflect the participants’ experiences regarding 
the need to adapt to society, considering their condition and the importance of a 
support network for these individuals, promoting inclusion and socialization. The 
analysis enabled the formation of three classes.

“I don’t even look at myself in the mirror much”: reflections on the physical 
repercussions of adolescents with orofacial clefts.

Some adolescents reported difficulties with breastfeeding and feeding due to the 
anatomy of their lips and/or palate, choking, and nasopharyngeal reflux caused by milk 
and other foods.

	 When I was a baby, I couldn’t breastfeed. I choked a lot and had difficulty eating 
and breastfeeding. (A8, 11 years old, F)

	 It already interfered when I was little. I almost died while breastfeeding because 
of my cleft palate. I couldn’t breastfeed properly, and one day I choked on milk, and it 
went into my lungs. (A3, 13 years old, M)

In the context unit, it was noted that some adolescents also mentioned speech 
problems, such as changes in tone of voice or the pronunciation of certain words.

	 In my speech. I still have difficulty pronouncing certain words. (A4, 16 years old, 
M)

	 My voice is still high-pitched, but that doesn’t bother me anymore. I’ve gotten 
used to it. (A10, 13 years old, F)

In some cases, rehabilitation and speech therapy sessions yielded significant 
improvements in these adolescents’ speech.

	 When I was younger, I had speech problems, but I did speech therapy, and today 
it doesn’t bother me anymore. (A1, 13 years old, F)

	 Nowadays, there is no interference at all; I can speak normally. Before, I couldn’t 
talk properly. (A3, 13 years old, M)

One specific patient reported difficulty breathing due to the deviated septum 
caused by the cleft, which was not corrected during surgery.

	 Just breathing. My breathing is a little impaired, even with the surgeries. (A4, 16 
years old, M)

Another particularity mentioned was bilateral hearing loss resulting from the cleft. 
This episode occurred in only one adolescent.

	 In my speech and my hearing. I wear hearing aids in both ears. It used to bother 
me to have to wear the device, but now I use this small one that is almost invisible 
[shows the device]. (A9, 15 years old, F)

	 When asked about the scars left by surgical procedures, which often exceeded 
ten surgeries, the respondents who reported the most discomfort were female and had 
exclusively a cleft lip or a cleft lip and palate.

	 Just the fact that I must wear a mask to hide my face because I don’t want to be 
bullied anymore for now. (A2, 15 years old, F)
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	 My appearance makes me feel bad, and I don’t like it. It’s annoying; sometimes I 
even cry, because it’s awful when you look at another girl and compare yourself to her. 
I don’t talk to anyone about it because most people say I’m silly. (A2, 15 years old, F)

	 It was when I was fourteen/fifteen that it started to bother me a little. Plus, the 
scars — my nose is a little crooked — but it was my own thing; no one ever said 
anything. Once, I went to take a picture, and it bothered me. (A7, 19 years old, M)

	 Among adolescents with more obvious marks, bullying and teasing at school 
occur earlier.

	 My nickname at school when I was a child was “crooked mouth.” Even today, 
some people recognize me as “you know, that girl with the crooked mouth.” So, I 
realize it like that sometimes. (A2, 15 years old, F)

	 People started saying things to my face. They called me ugly, a freak, blind eye, 
crooked eye. (A5, 13 years old, F)

	 I was bullied because of my cleft lip. They called me all sorts of names. The ones 
that hurt the most were “lip” and “little mouth.” It may seem silly or like a ridiculous 
nickname, but it made me feel bad. (A3, 13 years old, M)

“I wondered if I should have been born normal or like this”: unveiling the emotional 
repercussions of adolescents with orofacial clefts.

Among the difficulties encountered by participants, the most frequently cited was 
understanding, accepting, and learning to live with their condition. When asked about 
their current perception of the cleft, some of the adolescents are now able to cope 
better with the situation.

	 I see it as usual nowadays, I feel like I’m a normal person, and I wish everyone 
would think that way too. (A3, 13 years old, M)

	 I wondered if I should have been born normal or like this. If I should be like this. 
(A5, 13 years old, F)

	 It interferes a lot because I feel very different; it seems like I’m a burden to 
everyone, you know? I feel strange about living this. (A2, 15 years old, F)

The treatment of people who are close to or interact with these patients daily 
also significantly affects each of them. The looks, laughter, and whispers about their 
appearance, way of speaking, or some other condition associated with cleft lip and 
palate discourage them and diminish their desire to interact with others, increasing 
their fear of rejection.

	 People have a specific look of disgust. I notice that their eyes can be very different. 
I can’t explain it [...] I’ve always been treated this way, but I see that they exclude me a 
lot; the people in my class seem to be disgusted by me [...]. (A5, 13 years old, F)

	 I don’t have many friends at school, but I don’t understand why. Maybe it’s 
because of the way I talk; I might scare them. It makes me feel ashamed; they laugh at 
my voice and the way I speak. That’s why I keep quiet. (A9, 15 years old, F)

The mental health of these adolescents becomes fragile with all the conditions 
they are exposed to daily. Some seek professional help, while others feel it is not an 
alternative to their problem.
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	 I was sad because I didn’t like having cravings. I started coming here and getting 
explanations, and with that, I told myself that this was going to change.

	 But if I told you that my mental health was never affected, I would be lying. (A9, 
15 years old, F)

	 I’ve had a few anxiety attacks. It was really bad, it’s like everything came to the 
surface, everything that had ever been said to me. A supernatural force. (A5, 13 years 
old, F)

	 I’ve never been able to accept myself the way I am. I don’t have any help in the 
process, nor do I want any, because no one can understand me and what I’m going 
through. So I prefer to go through it alone. (A2, 15 years old, F)

‘I think I’d have more friends if it weren’t for my voice’: social repercussions 
experienced by adolescents with clefts.

Some study participants reported fear of socializing, fear of rejection, and prejudice 
from peers toward someone with cravings.

	 When it comes to socializing, it’s tough. Because some of them don’t understand 
what cravings are and what they do to people. (A2, 15 years old, F)

Throughout the process, the family changes, and all the support they can give to 
this teenager is essential for the treatment to be most effective.

	 My mom has always supported me; she has always been there for me. My family 
has always supported me, too. They never thought I was strange or anything like that. 
(A4, 16 years old, M)

	 Everyone deals well with my cravings; we’ve never had any problems. My parents 
always help me, and my siblings understand too. (A6, 12 years old, F)

	 I don’t know about the past, but today my family understands and manages to 
deal with everything well. (A5, 13 years old, F)

The lack of family support is a recurring issue. Families neglect the treatment and 
condition of these adolescents, thereby causing more severe damage to the physical 
and mental health of patients.

	 My family pays more attention to my cousins, my classmates ignore me, and 
people on the street stare at me strangely. (A5, 13 years old, F)

	 My mother’s family did not accept me. My grandmother cried every day in her 
room because her daughter had a defective daughter. And my great-grandmother kept 
bringing people to our house just to look at my cleft lip. At first, they rejected me. (A1, 
13 years old, F)

Seeking help is a sensitive issue for some. Often, they are not understood and 
close themselves off, keeping their anguish to themselves and increasing the risk of 
psychological illness in the future. 

	 Once, I tried to go to a psychologist, and he told my mother everything, and my 
mother hit me, so that destroyed my trust in him and in anyone else. (A2, 15 years old, 
F)
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Building relationships with schoolmates becomes more common as acceptance of 
the health condition is well resolved.

	 Before, I didn’t have any friends. I stayed at home, quiet, still, playing games on 
my cell phone. Today I have many friends, and my friends support me. (A3, 13 years 
old, M).

DISCUSSION DISCUSSION |

 
	 When a child is born with an orofacial cleft, the psychological trauma experienced 
by parents and close family members is the first hurdle to overcome. As the child 
develops, they begin to interact with other children in daycare or nursery school. The 
primary consequences are spontaneous isolation and refusal to communicate and 
interact. Furthermore, around the age of seven, when the child starts school, offensive 
and inevitable nicknames negatively influence the child’s intellectual development, 
making them feel uncomfortable with their appearance and way of speaking, a fact that 
is exacerbated during adolescence14.

The findings of this study confirm these considerations, as adolescents reported 
episodes of bullying and social exclusion related to orofacial cleft alterations, which 
hurt their mental health.

Since childhood, these adolescents have lived with the consequences of cleft 
lip and palate. The most common alterations are related to the dental arch, such as 
problems with swallowing, chewing, hearing, breathing, and nasal voice14. In this study, 
adolescents reported difficulties with eating, speech problems, and, in some cases, 
hearing loss, which is consistent with the scientific literature.

A study conducted in Colombia identified the repercussions of speech difficulties 
and self-perception in patients with orofacial clefts, which directly affect self-esteem, 
confidence, and the development of social skills15.

A study conducted in the United Kingdom examined the emotional well-being 
of adults with orofacial clefts. The results indicated that approximately 50% of the 
population has been diagnosed with a mental condition, mainly depression and eating 
disorders. The data point to the low level of psychological support that these people 
are experiencing and raise an important question: if children and adolescents are not 
assisted early on, they will become adults who will still face these difficulties16.

In general, surgery and orthodontic treatment help these adolescents build and 
improve their self-esteem over time. Although children who do not undergo surgery can 
survive, they may face problems throughout their lives, in addition to facial deformity, 
such as difficulties eating, speaking, and hearing, low self-esteem, depression, 
stigmatization, social exclusion, and obstacles in finding employment2.

This makes it more challenging to build meaningful and solid relationships with 
friends and potential romantic partners, as orofacial fissures present an impediment to 
performing everyday activities such as singing, communicating on the phone, recording 
videos, and sending audio messages on social media17.

Even though these patients have the help of trained professionals at their disposal, 
they still encounter difficulties when it comes to positive self-image, due to aesthetic 
impairment and facial harmony17. Adolescents’ statements reflect the repercussions 
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on self-image, as they wear masks to hide their faces due to discomfort with their 
appearance.

Emotional issues are part of the development of any human being and, in these 
adolescents, need to be treated with caution, as children with cleft lips and/or palate are 
at a higher risk of negative social experiences, which, if not addressed appropriately, can 
affect psychological well-being in adulthood18. A study conducted in Japan found that 
experiences of stigma related to facial appearance influence negative self-perceptions 
in adolescents with orofacial clefts19.

However, in some instances, psychological counseling is interrupted, and the 
acceptance process is abruptly halted, leading to regression or even worsening of the 
mental and emotional health of these adolescents18.

The results of the study indicate that a well-established, structured support 
network makes a difference in adolescent development. Still, many suffer from rejection 
within their homes. Although the family plays a crucial role in the rehabilitation of 
orofacial clefts, it is worth noting that the present study differs from one conducted in 
southeastern Brazil, which identified the family as a source of support, especially during 
the most challenging moments20.

Parental counseling on the diagnosis of cleft lip and palate is necessary, involving 
discussion of the treatment that the child will likely need and covering the child’s 
entire physical and psychological well-being during this process, including surgical, 
cosmetic, speech therapy, and psychological treatments, since all of these are essential 
components of long-term sequelae and influence how adolescents will behave in 
relation to their health condition21.

Regardless of the location and strength of the recommendation, the concepts 
of multidisciplinary collaboration and family-centered care remain constant, as early 
multidisciplinary assessment and long-term follow-up of patients with orofacial clefts 
are essential to achieve optimal clinical outcomes21.

Multidisciplinary work supports patient rehabilitation by considering their diverse 
needs. Psychology contributes to better-quality interpersonal relationships, which 
are often affected by underlying pathology or even by  appearance. However, some 
adolescents who participated in this study reported fear of seeking psychological 
help, either because of fear of not being understood or even a lack of support. Thus, 
exclusion and cases of bullying are becoming increasingly prevalent, as these patients 
face problems unique to their condition, in addition to the everyday challenges of 
adolescence22.

Corroborating this study, research conducted in the United States revealed that 
suffering from teasing and/or bullying had a strong positive correlation with an increase 
in all difficulties experienced by adolescents with orofacial clefts. On the other hand, 
having a good friend has an inverse relationship, reducing challenges and contributing 
to psychosocial well-being23.

Multidisciplinary follow-up of adolescents with orofacial clefts is necessary to 
ensure a comprehensive approach that addresses functional, clinical, and psychosocial 
aspects. The joint action of the interdisciplinary team enables not only aesthetic and 
functional rehabilitation but also the promotion of quality of life and social inclusion22. 
Family support contributes to therapeutic adherence and the strengthening of the 
adolescent’s self-esteem1,4.
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That said, strategies to combat bullying, such as school awareness programs, 
the development of inclusive teaching practices, and training educators to identify 
exclusionary situations early, are relevant recommendations for valuing diversity, building 
welcoming school environments, and addressing the psychosocial repercussions of 
orofacial clefts6,23.

As a limitation of the study, it is worth noting that, to avoid disrupting service 
routine,  interviews were conducted during breaks between consultations, which may 
have contributed to a shorter report from these adolescents. However, the researchers 
helped the adolescents feel comfortable during the interviews so that they could report 
the facts in depth. Regarding contributions to teaching, the study enhances a deeper 
understanding of the experiences of people with orofacial clefts and their consequences.

FINAL CONSIDERATIONS FINAL CONSIDERATIONS |

The findings revealed that adolescents living with orofacial clefts face physical, 
emotional, and social repercussions that begin in childhood. Among the physical 
implications, the most notable are difficulties with eating, speech, breathing, and 
hearing, as well as discomfort with surgical scars. Emotionally, they reported difficulty 
accepting their condition, feelings of shame, and rejection. Socially, adolescents 
reported bullying, rejection, and exclusion, affecting their socialization.

In this sense, it is necessary to strengthen social support for adolescents with orofacial 
clefts, involving family, school, health professionals, and managers in the development 
of public policies, educational actions, and support for families and adolescents. Thus, 
the findings highlight the need for a multidisciplinary approach that addresses all the 
biopsychosocial needs of this population.
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