
Lives of Irish Adolescents 
who were born with a Cleft 
(LIA-Cleft)
Catherine de Blacam  Children’s Health Ireland at Crumlin
Elizabeth  Nixon   Trinity College Dublin 
Anne Nolan   Economic and Social Research Institute 

16th Annual Research Conference
9 October 2024





DCC







Methodology

 GUI cohort ‘08 turned 13 in 2021, wave 6 data collection

 Cross-sectional cohort study, comparing 13-year olds who were born with a cleft to 
their peers in the general population 

 Adapted GUI Cohort ‘08 Age 13 questionnaires in partnership with PPI contributors
 Invited DCC Cohort ‘07, ‘08 and ‘09 (n=271) to participate
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Results
Recruitment = 11%

 30 participants – 9 female, 21 male
• 15 Isolated cleft palate
• 8 Unilateral cleft lip & palate
• 6 Cleft lip only
• 1 Bilateral cleft lip & palate

 Non-responder analysis
 Power calculation

VS
 Wave 6, GUI Cohort ’08

• 6655 primary caregivers
• 6375 young people 



Results
Demographics



Results
Medical and dental health



Results
Expected educational attainment

(24.1)higher degree



Results
Psychological wellbeing



Results
Psychological wellbeing



Results
Friendship



Results
Activities



Summary
LIA-Cleft group

 Reported poorer medical and dental health
 Similar responses regarding friendship, bullying, 

physical activity, social media and screen time
 Less satisfied with their lives
 Lower self-esteem 
 No difference in measures of mental health and 

wellbeing or socio-emotional wellbeing 



Lessons learnt
and future opportunities

Challenge of recruiting teenagers
Broad nature of data collection in a national longitudinal study

GUI Cohort ’24
Other congenital conditions
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