
This Family Resource Page was supported by a Cooperat ive Agreement (#DD004951) funded by the Centers for Disease Control and Prevention to the Oregon Health Authority (OHA) (6NU50DD004951- 01- 01). This project is a 
joint ef fort of the OHA’s Bir th Anomalies Survei l lance System and the Oregon Center for Chi ldren and Youth with Special Health Needs’ Family to Family Health Information Center at OHSU. This publ ic domain publ icat ion 
is avai lable in alternat ive formats by cal l ing 503- 494 - 0865. The contents of this page are solely the responsibi l ity of the authors and do not necessari ly represent the of f icial posit ion of the Centers for Disease Control and 
Prevention, the Department of Health and Human Services, the OHA, or OHSU. The generous support and col laborat ion of the OHA and Community Partners is appreciated.

Cloacal Extrophy
A child with cloacal exstrophy is born with part of the large intestine outside of the body and with the two halves of the bladder 
out on either side of it. In males, the penis is either flat and short or sometimes split. In females, the clitoris is separated into a 
right half and left half. The intestine may be short and the anus, where normally poop passes out of the body, may not have an 
opening. With this condition there are often other birth defects, like spina bifida. To learn more about cloacal exstrophy, see the 
Children’s Hospital of Philadelphia website tinyurl.com/y73fepu9.

Resources for families
Northwest support resources

•	 Oregon Family to Family Health 
Information Center
t inyur l .com/yc whf f wc

•	 Washington Parent to Parent (P2P) 
Programs
t inyur l .com/yauc v2mk

National/international/online resources
•	 Courage to Shine

t inyur l .com/yasx yq8u

•	 Bladder and Cloacal Exstrophy 
Awareness and Support [Facebook]
t inyur l .com/ybl7z ldc

•	 B.E.S.T Bladder Exstrophy Support Team
t inyur l .com/yclxqo5f

Information for you and your care team
•	 Report - Johns Hopkins Medicine

t inyur l .com/y 97ay57w

•	 Report - Urology Care Foundation
t inyur l .com/yac ydz yg

•	 Report - Boston Children’s Hospital
t inyur l .com/yannu7jn

•	 Fact Sheet - Children’s Hospital of 
Philadelphia
t inyur l .com/y73fepu9

Family stories
•	 Bios - Courage to Shine

t inyur l .com/yasx yq8u

•	 Tess’s Story [YouTube]
t inyur l .com/yardw6 4b

Clinical trial information
•	 Children and Clinical Studies

t inyur l .com/y75s 4t wm

•	 Find an approved clinical trial
t inyur l .com/zp3jesq

Insurance information and help
•	 Getting insurance for children (OR)

t inyur l .com/ydfaaeoy

•	 Getting insurance for children (WA)
t inyur l .com/yc a9lkey

•	 Understand your health insurance
t inyur l .com/y46h8nv x

•	 Learn about coverage
t inyur l .com/y4639r z6

•	 Road map to health
t inyur l .com/y ysc6k v7

•	 General/Oregon Health Plan Questions: 
855-323-6744

Other resources
•	 Youth Rally

t inyur l .com/y 9jrc vgl

•	 Pull through Network
t inyur l .com/yd25ce8y

Books for parents and children
•	 Bibliography available by calling 

the Oregon Family to Family Health 
Information Center at 855-323-6744

•	 Swindells’ online library search
t inyur l .com/y 9t 2jwcx
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