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Mission Statement 
Chromosome Disorder Outreach provides support and information to anyone 
diagnosed with a rare chromosome change, rearrangement or disorder. CDO actively 
promotes research and a positive community understanding of all chromosome 
disorders. A further goal is to offer information on these disorders to medical 
professionals so they in turn will be better able to help their patients. These medical 
professionals then will be able to tell parents symptoms associated with a particular 
deletion, duplication or other disorder as well as what not to worry about. It is also our 
hope that appropriate therapies or other treatments will be recommended specific to 
particular disorders and that affected individuals will have a much greater chance of a 
fuller life. This is already beginning to happen, and it is CDO’s goal to further support 
this research in any way possible.  



“I can still remember how 
lonely and afraid I was 
when Steven was 
diagnosed. You have 
removed that loneliness 
for countless others. 
Thank you. No other 
words but thank you.” 
- Joan Rhoades
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Achievements in 2015 
• Processed 842 new and renewing 

member application forms. Many 
individuals and families (306) also 
requested personalized 
networking services (matching 
based upon chromosome disorder, 
medical symptoms or regional 
location), which is an important 
membership benefit.  


• Co-sponsored second annual Rare 
Chromosome Disorder Awareness 
Week, June 7-13, 2015.


• Added a New Research section to our website. Each month CDO publishes, both 
in English and Spanish, original abstracts of the most important research findings 
in the rare chromosome disorder sphere.  


• Continued to offer free Ask the Doctor services to visitors to our website.  Many 
patients have to wait months for a formal genetic counseling appointment to 
obtain answers to their questions. Our Ask the Doctor service can many times 
provide answers within days and members can then use this information to 
supplement what will be offered by their personal healthcare providers in the 
future.  


• Added approximately 600 new publications to an ever-expanding online library.  
CDO’s consulting geneticist also researches information for members and selects 
the most appropriate journal articles based upon detailed chromosomal 
karyotype.   Furthermore, CDO now offers overviews in parent-friendly language 
for some chromosome disorders registered with us and more are planned for 
2016.  


• Reached over 4,000 in both our Facebook groups.


• Continued to maintain a highly detailed patient registry of approximately 5,000 
members.



Impact and Value of CDO 
The impact CDO has on families is immeasurable but some do attempt to put it into words. 
These quotes were collected from Great Nonprofits (www.greatnonprofits.org):


“When you learn that your child has a 
chromosome disorder that is shared by 
only 20 or so other children in the world 
and this condition is considered 
"undiagnosed" because the doctors do not 
know anything about it, you are 
bewildered. CDO was a godsend because 
it connected us with parents of similarly 
affected children.”	 


“This is an excellent organization for 
information and connection to other families with rare chromosomal disorders. They were 
the first real information I found when my son was about 3-years-old and I was lost back 
then. This organization helped me greatly. He's now 21.”

 

“Chromosome Disorder Outreach has been a huge support and source of information for 
me since my son was born 12 years ago with Chromosome 8p Disorder. I am very grateful 
for this wonderful and much needed organization.”

 

“CDO has been so supportive and generous with their assistance and time during very 
difficult times.”


 

“An excellent organization that provides 
information and support to families and 
care givers of children with a variety of 
chromosome issues.”

 

“Such a great organization. They were able 
to pair us with another family with a child 
with similar diagnosis. That connection has 
been invaluable.”

 

“I am so glad to be a part of CDO. Our 

daughter has 2 chromosome disorders that are very rare. We receive all kinds of 
information at this site and have met other with similar experiences. Thank you CDO!”

 




Volunteers  
CDO appreciates the work of its volunteers. And they, in turn, are rewarded by the 
contribution they make to our cause. A few quotes from our volunteers:


• “I am happy to contribute with CDO. CDO is an example of humanity, sometimes 
hardly seen. The fight for the diversity and acceptance of this as a normal fact, 
which can happen in any person, couple, family, region or country; it is something to 
think about.”  - Dr. Yaray Espinosa


• “Learning that a child or a family member has a genetic disease can be both 
frightening and overwhelming.  I was drawn to CDO because of their support system 
for parents and caregivers - a valuable resource for times of loneliness and 
frustration, especially when trying to decipher the scientific literature and understand 
the complex nature of a genetic disorder. As a trained geneticist, I feel it is important 
for people to have a basic understanding of their genetics and what that can mean 
for future prognoses and treatment options. I joined CDO to write summaries of the 
scientific literature to help parents better understand the genetics behind their 
child's diagnosis. I hope that my summaries are able to provide families with 
knowledge of the current research and what is being done to help those affected by 
these diseases.”  - Dr. Rebecca Fox


• “Helping CDO gives me satisfaction knowing that I can help bring together families 
who are dealing with rare disorders. It can feel isolating and hopeless when you 
don't know anyone dealing with a disorder, let alone how to treat it. It gives me joy 
to know I am helping to end that sense of isolation and to bring knowledge and 
hope by connecting them to families and resources to learn about these rare 
disorders.”  - Laura Cassenti



Looking ahead  
In 2016, in addition to continuing to expand all the program services offered, CDO 
plans to:


• Launch of a professional database to assist families in locating medical 
professionals in their area knowledgeable about rare chromosome disorders.


• Improve functionality of the CDO website to enable more people to find help.


• Expand all program services that CDO offered successfully in 2015. 


• Increase fundraising efforts for the organization.


How You Can Help   
• Follow CDO on social media (Facebook, Twitter, Instagram).


• Register as a member of CDO at www.chromodisorder.org.


• Make a donation to help support our goals. 


Financials 
Total Revenue for 2015:  	 $44,944.73 


Total Expenses for 2015: 	 $37,760.36 including:


	 Fundraising Expenses, $0

	 Management Expenses, $10,219.27

	 Program Service Expenses, $27,541.09 


Net Assets at year end:  	 $95,618.12 


