OREGON FAMILY TO FAMILY HEALTH INFORMATION CENTER

22q Deletion Syndrome onsy
AKA 22g11.2 Deletion Syndrome

22q11.2 deletion syndrome, or 22q deletion syndrome is a birth anomaly that happens when a small piece of chromosome

22 is missing. The genes of the human body, which are the instruction set of how the body is built, come in 26 pairs of
chromosomes. 22q deletion syndrome (“deletion” means “missing”) can affect almost any part of the body and how it works.
Many children with 22q deletion syndrome have developmental delays, including slow physical growth, a hard time learning
to speak well, and learning disabilities. For more information about 22q deletion, go to the U.S. National Library of Medicine
website tinyurl.com/ya7w50px.

Resources for families

Northwest support resources Family stories Other resources
* Oregon Family to Family Health » 22q family foundation * 22qand You Center-Research and
Information Center tinyurl.com/y8mrc8py Medical Center

tinyurl.com/ycwhffwc tinyurl.com/y72t76f5

* Meet a child with 22q deletion syndrome
* Facebook Oregon22q tinyurl.com/ybvsea5k * 22q11.2 Deletion Syndrome Clinic
tinyurl.com/y70pjp5u tinyurl.com/yb9suvus

Clinical trial information
National/international/online resources * Children and Clinical Studies
¢ Chromosome Disorder Outreach tinyurl.com/y75s4twm
tinyurl.com/y96ezo5r

* National Organization for Rare
Disorders
tinyurl.com/ycjévfso

* Findanapproved clinical trial + Genetic and Rare Diseases Information

¢ Chromosome 22 Central tinyurl.com/zp3jesq Center
tinyurl.com/y9n5%9u3o tinyurl.com/y7hznkyy
. 22q Insurance information and help

* Camp Resources - Cleft and Craniofacial
Community
tinyurl.com/ydh3nfze

* Getting insurance for children (OR)
tinyurl.com/ydfaaeoy

tinyurl.com/yghyxzé

Information for you and your care team * Getting insurance for children (WA)
* Cincinnati Children’s Hospital tinyurl.com/yca9lkey

Velocariofacial/22q deletion syndrome
tinyurl.com/y8némo2e

* Camp Korey
www.campkorey.org

* Understand your health insurance

tinyurl.com/y46h8nvx Books for parents and children
* Learn More about 22q | gemssforschools. + Learn about coverage * Bibliography aV?ulable by.calhng
org tinyurl.com/y4639rz6 the Orego.n Family to Family Health
tinyurl.com/y9uvhm9%y Information Center at 855-323-6744

* Road map to health

tinyurl.com/yyscékv7 * Swindells’ online library search

tinyurl.com/y9t2jwcx

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

This Family Resource Page was supported by a Cooperative 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 effort of the OHA’s Birth Anomalies Surveillance System and the Oregon Center for Children and Youth with Special Health Needs’ Family to Family Health Information Center at OHSU. This public domain publication
is available in alternative formats by calling 503-494-0865. The contents of this page are solely the responsibility of the authors and do not necessarily represent the official position of the Centers for Disease Control and
Prevention, the Department of Health and Human Services, the OHA, or OHSU. The generous support and collaboration of the OHA and Community Partners is appreciated.
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