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Who, where, and why are patients lost to follow-up? A 20-year study of bladder 1 

exstrophy patients at a single institution 2 

Emily Haddad a, Ahmet Ali Sancaktutar b, Blake W. Palmer b, Christopher Aston b, Bradley 3 

P. Kropp b 4 

a Cook Children's Health Care System, Fort Worth, TX, USA 5 

Department of Urology, University of Oklahoma Health Sciences Center, Oklahoma City, 6 

OK, USA 7 

Summary 8 

Introduction 9 

Individuals with bladder and cloacal exstrophy are at increased risk for kidney disease, 10 

renal failure, and bladder complications. Given the social implications and sensitive nature 11 

of the disease, these patients are also at risk for psychosocial problems. Lack of regular 12 

medical follow-up visits may pose serious risks to their long-term health status. The aim of 13 

this study is determine what factors place an affected individual at risk for limited long 14 

term follow up. 15 

Materials and methods 16 

We identified all patients with bladder or cloacal exstrophy seen by the pediatric urology 17 

department at the Oklahoma University Health Sciences Center (OUHSC) between January 18 

1996 and August 2016. Patient data included demographics, insurance coverage, distance 19 

from patient’s home to the clinic, medical and surgical history, and the date of their last 20 
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