The Cleft Collective Cohort Study — a global resource for research into the
causes and best treatments for cleft

Yvonne Wren

University of Bristol, United Kingdom
Yvonne.wren@bristol.ac.uk

Abstract:

Research in the field of cleft lip and palate is challenged by small sample sizes, variations in treatment,
and the need for longitudinal follow up. Yet understanding the causes of cleft, the best treatments for
cleft and outcomes for those affected is vital to our management of this population throughout the world.
The Cleft Collective Cohort Study was set up to address these challengest. With over 12,000
participants from more than 4,200 families of children born with cleft, the Cleft Collective resource is
unmatched in the breadth and depth of data collected. By following these patients from birth to
adolescence, we have collected a baseline of genotype and detailed phenotype data supported by
information on environmental and lifestyle factors alongside parent/patient self-report and clinical data.
The data available covers a broad spectrum of areas relevant to analysis of treatment effectiveness and
outcomes including demographic, biological, genetic, surgical, dental, speech, audiology and
psychological variables. The Cleft Collective resource is available for researchers across the globe to
use. To date, over 60 proposals have been approved to investigate a wide range of questions with impact
for improved understanding of the nature of cleft, the genes involved in its formation, the impact of
variations in treatment such as relieving incisions in surgery and post-operative antibiotics, the norms
for intelligibility and presence of behavioural problems.
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Professor Wren leads the research in cleft lip and palate at Bristol Dental School, University of Bristol.
As part of this role, she leads two large national studies — the Cleft Collective Cohort Study and
Cleft@18-23. The Cleft Collective Cohort Study is a resource of data from over 12,000 participants
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collective/. Cleft@18-23 is a new study which is investigating variation in outcomes for young adults
born with a cleft lip or palate since centralisation of care in the UK.
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