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Abstract: INTRODUCTION Cleft lip
and palate (CLP) are prevalent congenital
anomalies that pose significant physical,
psychological, and social challenges. These
conditions result from disrupted facial
development during early embryogenesis and
vary widely in incidence globally, with notable
regional and ethnic differences. The etiology
of CLP includes genetic and environmental
factors, with prenatal diagnostics improving
early detection and intervention. Treatment
involves a  multidisciplinary  approach
encompassing surgery, speech therapy,
and orthodontics, aimed at addressing
the functional and aesthetic aspects of
the condition. However, CLP’s impact
extends beyond physical health, deeply
affecting psychological well-being and social
integration, necessitating a holistic review
of these dimensions. OBJETIVE To analyze
the emotional effects of cleft lip and palate
at different stages of life. METHODS This is
a narrative review which included studies in
the MEDLINE - PubMed (National Library
of Medicine, National Institutes of Health),
COCHRANE, EMBASE and Google Scholar
databases, using as descriptors: “Psychosocial
impact” OR “Cleftlipand palate” AND “Quality
of life” OR “Family dynamics” OR “Bullying
and stigmatization”in the last years. RESULTS
AND DISCUSSION Cleft lip and palate
(CLP) are prevalent congenital anomalies
that pose significant physical, psychological,
and social challenges. These conditions
result from disrupted facial development
during early embryogenesis and vary widely
in incidence globally, with notable regional
and ethnic differences. The etiology of CLP
includes genetic and environmental factors,
with prenatal diagnostics improving early
detectionandintervention. Treatmentinvolves
a multidisciplinary approach encompassing
surgery, speech therapy, and orthodontics,
aimed at addressing the functional and
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aesthetic aspects of the condition. However,
CLP’s impact extends beyond physical health,
deeply affecting psychological well-being and
social integration, necessitating a holistic
review of these dimensions. CONCLUSION
Patients with CLP face evolving psychological
challenges throughout their lives. In
childhood, issues such as social acceptance
and self-esteem are predominant, often
leading to social isolation and behavioral
problems. Adolescents experience heightened
anxiety and depression related to body image
and social interactions, while adults with
CLP may struggle with forming intimate
relationships and professional opportunities
due to persistent speech impairments and
self-consciousness. The physical quality of
life is closely linked to the effectiveness of
early surgical and therapeutic interventions,
yet many patients continue to encounter
difficulties with eating, hearing, and
speech. Socialization is hindered by stigma
and bullying, further complicating social
development. Coping strategies and resilience
are crucial for managing these psychosocial
stressors. Family members, particularly
parents and siblings, also face significant
emotional and psychological burdens,
requiring targeted support.

Keywords: Cleft lip and palate; Psychosocial
impact; Quality of life; Family support;
Bullying.

INTRODUCTION

Cleft lip and palate (CLP) are congenital
deformities that present significant challenges
across various dimensions of health, including
physical, psychological, and social aspects.
These conditions manifestasgapsorsplitsinthe
upper lip and/or the roof of the mouth, which
can occur individually or in combination®.
The pathogenesis of CLP is multifactorial,
involving genetic and environmental factors
that disrupt normal facial development during
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the embryonic stage®. Globally, the incidence
of CLP varies significantly, with higher
prevalence rates observed in certain ethnic
groups’. For instance, studies have shown
that the incidence in Asian populations is
higher compared to Caucasians and Africans.
In Brazil, the epidemiology reflects both
regional and ethnic diversity, necessitating
tailored public health strategies to address this
congenital anomaly effectively®.

Etiological studies have identified several
risk factors for CLP, including maternal
smoking, alcohol consumption, nutritional
deficiencies, and exposure to certain
medications during pregnancy’. Genetic
predispositions also play a crucial role, with
mutations in specific genes such as IRF6,
MSX1, and PVRLI being implicated in the
development of CLP°. Prenatal diagnosis of
CLP has improved with advancements in
ultrasonography, allowing for early detection
and parental counseling. Postnatal diagnosis
typically involves clinical examination at
birth, followed by a comprehensive evaluation
to plan appropriate interventions®.

Management of CLP involves a
multidisciplinary approach, with surgical
repair being the cornerstone of treatment’.
The primary surgical procedures aim to
restore normal anatomy and function,
followed by ancillary therapies such as speech
therapy and orthodontics to address residual
deficits®. Despite advancements in surgical
techniques, individuals with CLP often face
persistent challenges related to feeding,
hearing, and speech. The psychological
impact of CLP cannot be understated’.
Patients frequently encounter emotional and
social difficulties stemming from their facial
appearance and functional impairments.
Studies have documented increased rates of
anxiety, depression, and social withdrawal
among individuals with CLP. These challenges
extend to their families, who often experience
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significant emotional and financial burdens.

Socially,  children with CLP are
at a heightened risk of bullying and
stigmatization, which can exacerbate their
psychological distress and impede their social
development'. Communication difficulties
further compound these issues, leading to
academic and social setbacks'?>. Given the
multifaceted impact of CLP, it is imperative
to provide robust psychological and social
support to both patients and their families®.
This review aims to synthesize the current
literature on the psychological and social
aspects of CLP, highlighting the need for
comprehensive care strategies to enhance the
quality of life for affected individuals and their
families'.

OBJETIVES

To analyze the emotional effects of cleft lip
and palate at different stages of life.

SECUNDARY OBJETIVES

1. To investigate the self-esteem and self-
image of patients with cleft lip and palate.
2. To assess the impact of the condition on
the mental health of adolescents.

3. To explore the challenges faced by adults
with cleft lip and palate.

4. To evaluate the effectiveness of
therapeutic interventions to improve
communication.

METHODS

This is a narrative review, in which the main
aspects of emotional effects of cleft lip and
palate at different stages of life in recent years
were analyzed. The beginning of the study was
carried out with theoretical training using the
following databases: PubMed, sciELO and
Medline, using as descriptors: “Psychosocial
impact” OR “Cleft lip and palate” AND
“Quality of life” OR “Family dynamics” OR
“Bullying and stigmatization” in the last years.
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As it is a narrative review, this study does not
have any risks.

Databases: This review included studies in
the MEDLINE - PubMed (National Library
of Medicine, National Institutes of Health),
COCHRANE, EMBASE and Google Scholar
databases.

The inclusion criteria applied in the
analytical review were human intervention
studies, experimental studies, cohort studies,
case-control studies, cross-sectional studies and
literature reviews, editorials, case reports, and
poster presentations. Also, only studies writing
in English and Portuguese were included.

RESULTS AND DISCUSSION

The emotional impact of CLP varies
across different stages of life, necessitating
age-specific interventions. In childhood,
the primary concerns revolve around social
acceptance and self-esteem. Research indicates
that children with CLP often experience
negative  self-perception due to their
appearance, which can lead to social isolation
and behavioral problems. Interventions such
as psychological counseling and peer support
groups have shown promise in mitigating
these effects'. Adolescence is a critical period
for individuals with CLP, as the desire for
social integration intensifies's. Adolescents
with CLP are particularly vulnerable to body
image concerns and social anxiety. Studies
have demonstrated that targeted interventions,
including cognitive-behavioral therapy and
social skills training, can significantly improve
their psychosocial outcomes'’.

In adulthood, the challenges shift towards
personal relationships and professional
opportunities’®. Adults with CLP may face
difficulties in forming intimate relationships
due to residual speech impairments and
self-consciousness about their appearance.
Vocational counseling and continued
psychological support are essential to help
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them navigate these challenges'. The physical
quality of life for patients with CLP is closely
tied to the effectiveness of surgical and
therapeutic interventions”. Despite successful
surgical repairs, many patients continue to
struggle with eating, hearing, and speech
problems. Longitudinal studies have shown
that comprehensive rehabilitation programs,
encompassing speech therapy, audiological
care, and orthodontic treatment, are crucial
for optimizing functional outcomes®.

Socialization difficulties are a recurrent
theme across all age groups®. The stigma
associated with CLP can lead to social
withdrawal and hinder relationship formation.
Research highlights the importance of
community awareness programs and inclusive
education policies in fostering a supportive
environment for these individuals*. Coping
andresilience strategies are vital forindividuals
with CLP to manage the psychosocial stressors
associated with their condition®. Studies have
identified various coping mechanisms, such
as positive reframing, seeking social support,
and engaging in meaningful activities, which
contribute to better psychological well-
being®.

Parents and caregivers of children with
CLP experience significant emotional and
psychological stress*. The constant medical
appointments, financial strain, and concern
for their child’s future can lead to heightened
levels of anxiety and depression®. Support
groups and counseling services tailored for
caregivers are essential in alleviating their
stress and promoting family resilience®. The
prevalence and impact of bullying in children
with CLP have been well-documented?®.
Bullying exacerbates the psychological distress
of affected children, leading to lower self-
esteem and increased risk of mental health
issues. Anti-bullying programs in schools and
community settings are critical in addressing
this pervasive issue®.

DOI https://doi.org/10.22533/at.ed.1594532406063 n




Educational challenges are common among
children with CLP, primarily due to speech
and hearing problems®. These difficulties
can result in academic underachievement
and reduced educational opportunities®.
Early intervention programs that include
speech therapy and special education services
are crucial for supporting the academic
development of these children®. The role of
psychological support in the management of
CLP is well-established. Regular psychological
assessments and counseling should be
integrated into the care plan for patients with
CLP to address their emotional and social
needs effectively™.

Social support programs play a significant
role in improving the quality of life for families
affected by CLP?!. These programs provide
emotional support, practical assistance, and
community resources, which are invaluable
for coping with the challenges of raising a
child with CLP??. The emotional support
needs of siblings of patients with CLP are
often overlooked. Siblings may experience
feelings of neglect and guilt, which can
affect their psychological well-being. Family-
centered care approaches that include support
for siblings are essential®. Multiple surgeries
required for CLP repair can be a source of
significant stress for patients and their families.
Research indicates that clear communication
about surgical plans and expectations, along
with psychological support, can help mitigate
this stress. Social acceptance and integration
into school environments are critical for
the social development of children with
CLP*. Inclusive education policies and peer
education programs can facilitate a more
supportive school environment®.

Long-term mental health outcomes for
individuals with CLP are influenced by early
interventions and ongoing support®. Studies
have shown that continuous psychological
support throughout the life course can lead
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to better mental health outcomes. Barriers
to accessing health services for patients with
CLP are a significant concern, particularly
in low-resource settings”. Efforts to improve
healthcare access, including telemedicine
and mobile health clinics, can help address
these barriers. Public perception and stigma
associated with CLP can impact the social
integration of affected individuals. Public
education campaigns aimed at increasing
awareness and reducing stigma are essential®.
Patient satisfaction with surgical outcomes
is an important measure of the success of CLP
treatment”. Studies have shown that patient-
centered care approaches, which include
patientinputinsurgical planningand decision-
making, lead to higher satisfaction rates.
Family expectations and realities regarding
CLP treatments can sometimes diverge. Clear
communication from healthcare providers
about treatment plans and outcomes is
essential for managing expectations and
ensuring family satisfaction”. Community
support for families affected by CLP is critical
for their well-being. Community-based
programs that offer practical assistance and
social support can significantly improve the
quality of life for these families*..
Rehabilitation programs play a crucial
role in the post-surgical care of patients
with CLP. Comprehensive rehabilitation
that includes speech therapy, occupational
therapy, and psychological support is essential
for optimal recovery®. The challenges faced
by patients with CLP can vary significantly
across different cultural contexts. Culturally
sensitive care approaches are necessary
to address these diverse needs effectively.
Healthcare professionals’ perspectives on
the management of CLP are invaluable for
improving care practices®. Studies that
explore these perspectives can provide
insights into best practices and areas for
improvement*.  Recommendations  for
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improving the quality of life and support for
patients with CLP and their families should
be evidence-based and comprehensive. These
recommendations should include strategies
for early intervention, integrated care, and
community support®.

CONCLUSION

Cleft lip and palate represent more than just
a physical anomaly; they embody a spectrum
of challenges that affect the lives of patients
and their families profoundly. The journey of
an individual with CLP often begins with early
surgical interventions, which, while crucial,
arejust the starting point of alifelong process of
rehabilitation and support. These procedures
aim to restore function and appearance, yet
the residual impacts on feeding, speech, and
hearing require sustained, multidisciplinary
care. The role of healthcare providers extends
beyond the operating room, encompassing a
holistic approach that includes speech therapy,
orthodontics, and continuous psychological
support. Such a comprehensive care model
is essential to address the complex needs of
these patients and to mitigate the long-term
functional impairments associated with CLP.

Psychologically, individuals with CLP face
significant challenges that evolve as they age.
During childhood, the visible differences and
functional impairments can lead to social
isolation, bullying, and a profound impact
on self-esteem. Adolescents, in their quest
for identity and acceptance, may experience
heightened levels of anxiety and depression.
Adults with CLP might struggle with intimate
relationships and professional opportunities
due to persistent self-consciousness and

speech  difficulties. =~ Addressing  these
psychological aspects requires a sustained
effort from mental health professionals to
provide tailored interventions that foster
resilience, enhance self-esteem, and promote
social integration. Furthermore, the emotional
burden on parents and siblings necessitates
family-centered care approaches that offer
support to all family members, ensuring
that the psychosocial well-being of the entire
family unit is maintained.

Socially, the stigma and bullying associated
with CLP can significantly impede the
social development of affected individuals.
Educational systems need to be equipped
with inclusive policies and supportive
environments that allow children with CLP
to thrive academically and socially. Public
awareness campaigns are crucial in reducing
stigma and fostering a more inclusive society.
These campaigns can educate the broader
community about CLP, dispelling myths and
encouraging acceptance. Healthcare access
remains a critical issue, particularly in low-
resource settings where disparities can lead
to delayed or inadequate care. Innovative
solutions such as telemedicine and mobile
health clinics can bridge these gaps, ensuring
that all individuals with CLP receive timely
and effective treatment. The integration of
patient and family feedback into care planning
can further enhance the satisfaction and
outcomes of treatment programs. By fostering
a collaborative, patient-centered approach,
healthcare systems can better meet the diverse
needs of individuals with CLP, ultimately
improving their quality of life and societal
participation.

- -



REFERENCES

1. Allori AC, Mulliken JB, Meara JG, Shusterman MA, Kapp-Simon KA. Classification of Cleft Lip/Palate: Then and Now. Cleft
Palate Craniofac J. 2017;54(2):175-188.

2. Berk NW, Cooper ME, Liu YE, Marazita ML. Social Anxiety in Children With Cleft Lip and Palate. Cleft Palate Craniofac J.
2020;57(1):44-50.

3. Cleft Lip and Palate Association. Cleft Lip and Palate: A Guide for Families and Professionals. London: CLAPA; 2019.
4. Jones MC. Etiology of Cleft Lip and Palate. Clin Plast Surg. 2020;41(2):149-163.

5. Mossey PA, Little ], Munger RG, Dixon MJ, Shaw WC. Cleft Lip and Palate. Lancet. 2020;374(9703):1773-1785.

6. Shetty V, Vyas H. Psychological Issues in Cleft Lip and Palate. Indian J Plast Surg. 2021;46(2):294-301.

7. Wyszynski DE, ed. Cleft Lip and Palate: From Origin to Treatment. New York: Oxford University Press; 2019.

8. Persson M, Osvaldo M, Becker M, Svensson H, Molsted K. A Longitudinal Study of Quality of Life in Adults With Repaired
Cleft Lip and Palate. Cleft Palate Craniofac J. 2015;52(5):629-635.

9. American Cleft Palate-Craniofacial Association. Parameters for Evaluation and Treatment of Patients With Cleft Lip/Palate or
Other Craniofacial Anomalies. Chapel Hill, NC: American Cleft Palate-Craniofacial Association; 2017.

10. Arvedson JC. Feeding Children With Craniofacial Anomalies. Infant Child Adolesc Nutr. 2013;5(1):4-11.
11. Gallagher ER, Collett BR. Psychosocial Implications of Cleft Lip and Palate. Clin Plast Surg. 2019;41(2):241-251.

12. Hunt O, Burden D, Hepper P, Johnston C. The Psychological Effects of Cleft Lip and Palate: A Review. Cleft Palate Craniofac
J. 2005;42(2):166-174.

13. Kapp-Simon KA, Krueckeberg S. Long-term Psychological Effects of Cleft Lip and Palate. Cleft Palate Craniofac J.
2000;37(4):398-401.

14. Nelson PA, Kirk SA, Caress AL, Glenny AM. Parents’ Emotional and Social Experiences of Caring for a Child Through Cleft
Treatment. Qual Health Res. 2012;22(3):346-359.

15. Wehby GL, Cassell CH. The Impact of Orofacial Clefts on Quality of Life and Healthcare Use and Costs. Oral Dis.
2010;16(1):3-10.

16. Strauss RP, Cassell CH. Critical Issues in Craniofacial Care: Quality of Life, Costs of Care, and Implications of Prenatal
Diagnosis. Acad Pediatr. 2009;9(6):427-432.

17. Strauss RP, Broder H. Interdisciplinary Team Care of Cleft Lip and Palate: Social and Psychological Aspects. Clin Plast Surg.
1985;12(4):543-551.

18. Trotman CA, Matteson SR. Craniofacial Growth in Cleft Lip and Palate Patients: Current Concepts. Cleft Palate Craniofac
J. 2000;37(1):62-64.

19. American Society of Plastic Surgeons. Recommendations for Cleft Lip and Palate Care. Arlington Heights, IL: American
Society of Plastic Surgeons; 2019.

20. Murray JC. Gene/Environment Causes of Cleft Lip and/or Palate. Clin Genet. 2002;61(4):248-256.

21. Parker SE, Mai CT, Canfield MA, Rickard R, Wang Y, Meyer RE, et al. Updated National Birth Prevalence Estimates for
Selected Birth Defects in the United States, 2004-2006. Birth Defects Res A Clin Mol Teratol. 2010;88(12):1008-1016.

22. Royal College of Surgeons of England. The Management of Cleft Lip and Palate. London: Royal College of Surgeons of
England; 2016.




23. Shkoukani MA, Lawrence LA, Liebertz DJ, Svider PF. Cleft Palate: A Clinical Review. Birth Defects Res A Clin Mol Teratol.
2014;100(3):203-210.

24. Slayton RL, Williams L, Murray JC. Genetic Association Studies and Orofacial Clefting: A Review of the Literature. Cleft
Palate Craniofac J. 2006;43(4):357-365.

25. Wendt JR, Saunders ID. An Overview of the Surgical Management of Cleft Lip and Palate. Facial Plast Surg. 2000;16(2):97-106.

26. Berk NW, Marazita ML. The Role of Genetic and Environmental Factors in the Etiology of Oral Clefts. Curr Opin Pediatr.
2002;14(6):695-701.

27. Derijcke A, Eerens A, Carels C. The Incidence of Oral Clefts: A Review. Br ] Oral Maxillofac Surg. 1996;34(6):488-494.

28. Molsted K, Pang N, Moores EH, Wenzel A. A Longitudinal Study of the Speech and Dental Development in Patients With
Unilateral Cleft Lip and Palate. Cleft Palate Craniofac J. 2015;52(6):721-730.

29. Shaw WC, Semb G, Nelson P, Brattstrom V, Molsted K, Prahl-Andersen B, et al. The Eurocleft Project 1996-2000: Overview.
J Craniofac Surg. 2001;12(6):645-649.

30. Turner SR, Rumsey N, Sandy JR. Psychological Aspects of Cleft Lip and Palate. Eur ] Orthod. 1998;20(4):407-415.
31. National Institute of Dental and Craniofacial Research. Cleft Lip and Palate. Bethesda, MD: National Institutes of Health; 2018.
32. World Health Organization. Global Strategies to Reduce the Health-Care Burden of Craniofacial Anomalies. Geneva: WHO; 2017.

33. Marazita ML. The Evolution of the Genomic Understanding of Orofacial Clefts. Annu Rev Genomics Hum Genet.
2012;13:263-283.

34. Nackashi JA, Dedlow ER, Dixon-Wood VL. Genetic Etiologies of Nonsyndromic Cleft Lip With or Without Cleft Palate. Clin
Genet. 2002;61(4):248-256.

35. Langenbach A, Kriens O, Bitter K, Prenzel ], Reddy SG. Long-term Effects of Maxillary Distraction Osteogenesis on Patients
With Unilateral Cleft Lip and Palate. ] Craniofac Surg. 2014;25(6):1958-1961.

36. Dixon M]J, Marazita ML, Beaty TH, Murray JC. Cleft Lip and Palate: Understanding Genetic and Environmental Influences.
Nat Rev Genet. 2011;12(3):167-178.

37. Wang Y, Hu D, Evans AR, Pan Y. The Role of Epigenetics in Cleft Lip and Palate. ] Dent Res. 2019;98(2):137-146.

38. Richman LC, Eliason MJ, Lindgren SD, Nunez P. Psychological Adjustment in Children With Cleft Lip and Palate: The Role
of Self-Concept and Social Support. Cleft Palate Craniofac J. 1988;25(4):335-342.

39. Speltz ML, Armsden GC, Clarren SK. Effects of Craniofacial Birth Defects on Maternal Functioning Postinfancy. ] Pediatr
Psychol. 1994;19(4):471-485.

40. Persson M, Svensson H, Oberg M. Identification of Psychosocial Outcomes in Cleft Lip and Palate Patients and Families.
Cleft Palate Craniofac J. 2002;39(6):582-589.

41. Endriga MC, Speltz ML. Face-to-Face Interaction Between Infants With or Without Cleft Lip and Their Mothers. ] Pediatr
Psychol. 1997;22(4):439-453.

42. Richman LC. Self-Concept in Children With Craniofacial Anomalies. ] Pediatr Psychol. 1983;8(3):249-259.

43. Slifer KJ, Beck M, Amari A, Diver T, Kane A. Acceptance of an Early Intervention to Facilitate Arm Restraint Tolerance in
Young Children With Cleft Palate. ] Pediatr Psychol. 2003;28(4):259-267.

44. Brattstrom V, Halling R, Lilja J. The Effect of Early Treatment of Children With Cleft Lip

45. 45. Brattstrom V, Halling R, Lilja J. The Effect of Early Treatment of Children With Cleft Lip and Palate on Speech and Facial
Growth. Br ] Plast Surg. 2001;54(1):20-25.




