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07/06  Kabuki Karnival - Wisconsin  (7/6 - 7/7) 

              POC: Lisa Ingram | Email: kabukikarnival@yahoo.com 

 

07/14   ATK Family Gathering / Mini Conference - Ohio (7/13 - 7/15) 

 Cleveland Airport Marriott  

 POC: Rene King | Email: AllThingsKabuki@gmail.com 

 

08/11  Pacific Northwest Kabuki Conference - Washington 

              POC: Stacy Bigby | Email: stacybigby@comcast.net  

                       

10/01  ATK’s Kabuki Syndrome Awareness Campaign  

 Follow our 30 Day Kabuki Syndrome Awareness Campaign on 

 Facebook & Instagram. 

 

10/15 6th Annual Operation Kabuki Christmas  

  Recipient & Sponsor applications go live on our website! 

 

10/19  Texas Family Gathering @ Camp Blessing (10/19 - 10/21) 

              POC: Emily Benton | Email: mrsbenton81806@yahoo.com 

 

10/23 KABUKI SYNDROME AWARENESS DAY! 

 

11/01 Operation Kabuki Christmas Application Deadline! 

 

11/01 ATK Pen Pal Club Re-Launch! 
 

  KABUKI TIP: BONE AGE SCAN 

Bone age scans can be beneficial 

to help determine skeletal maturity, 

bone health and growth potential 

(approximate adult height) in     

children and young teens. A bone 

age scan is a simple x-ray most 

often ordered by an Endocrinolo-

gist. Additional considerations … a 

DXA (bone density) scan.  

  AN IRB IS REQUIRED FOR BIOMEDICAL  
  RESEARCH INVOLVING HUMAN SUBJECTS. 

 

The purpose of an IRB (Institutional Review Board) is to assure, 
both in advance and by periodic review, that appropriate steps are 
taken to protect the rights and welfare of humans participating as 
subjects in the research.  Source: FDA.gov 

KABUKI KID: AUDRA 

RESEARCH, AWARENESS &  

A whole LOT OF KABUKI PRIDE! 
 

The Roya Kabuki Clinic (Team: Kabuki Friends) 

blew past their $10,000 Kabuki Syndrome Research 

goal, hit the streets of Boston for the Eversource 

Walk for Kids, and showed off their Kabuki Pride!  

Thank you Olaf & team - for your endless love and 

support for our community!  

To learn more about The Roya Kabuki Program, or 

to make a tax deductible donation to Olaf’s Lab 

(reference: Boston), please visit our website.   
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RESEARCH OPPORTUNITY! 

Interested in KS Research? Enroll today! 

 

THE ROYA KABUKI PROGRAM 
 

Tara Daly, Program Coordinator 

Olaf Bodamer, Program Director 
Phone: 857-218-5254 

Email: kabuki@childrens.harvard.edu 
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ON THE FENCE ABOUT RESEARCH? SO WAS I! 

Contributor: Rene King 
 

The Kabuki Syndrome community is relatively small and there’s 

been such a rapid influx of research  activity, I  understand why 

some heads are spinning. I’ve had the opportunity to talk to dozens 

of parents about enrollment opportunities and certainly understand 

the hesitation of a few. I wanted to use this opportunity to share a 

little about my reluctance to participate in and promote research in 

the past.  

My daughter was born in 2001, prior to there being a genetic test 

for KS. We were fortunate to have obtained a clinical diagnosis 

when Rikki was just 3 months old. While we knew very little at first, 

over the years we were very confident that her diagnosis was    

accurate due to her very prominent Kabuki features. In 2003     

Boston Children’s and CHOP had active research programs going, 

both in pursuit of discovering the genetic cause for KS. At one 

point, we had received news that one of the doctors believed they 

had the answer. We later learned no one was able to duplicate 

those findings. No doubt that was a let down for him, but also for 

us. Rikki was 3 then, and that was the last time I had an interest in 

research. By the time we learned about Seattle Children’s Blood 

Bank, I was of the mindset that research would not benefit my 

daughter. Not now. Not at her age. We later heard they had in fact 

confirmed not one, but two separate genes known to be             

responsible for KS. But did it really matter? There was still no doubt 

in my mind that my daughter had KS. She looks just like her fellow 

warriors. In 2016 I met this wonderful Icelandic doctor at an event. 

While he was confident my daughter had the KMT2D mutation, he         

explained to me why it was important to obtain genetic              

confirmation. One, there are known conditions that are often      

associated with one mutation and not the other. Conditions that are 

sometimes over looked. Two, you can’t participate in certain      

research opportunities without knowing which mutation your child 

has. That was food for thought considering Rikki has a very     

complex medical history and [then] had fifty something underlying            

diagnoses.  

When we returned to Alaska I contacted our genetic counselor and 

immediately began the grueling process to try to get Tricare to   

approve genetic testing, 16 years later. After months of denials, 

calls to and from our Senators and emails to and from doctors … I 

woke up one morning to an email from Dr. Milunsky. He had      

advised me that he called me back in 2011 and let me know he 

had confirmed Rikki did in fact have the KMT2D mutation and that 

my husband and I were not carriers. He was able to do this        

because of blood he banked from a 2003 research project we    

participated in. 

I share this story because I know there are other parents out there 

that are of the same mindset I was. That believe it’s too late, or that 

knowing won’t change a thing. It took a wise doctor taking five 

minutes of his time for me to understand. For me to grab hold of 

HOPE again! I hope our experience will do the same for some of 

you! 

 

Dr. Dominic D’Agostino of the University of South 

Florida is raising funds to research the effect of 

ketones on mouse  models of Kabuki Syndrome. 

ATK supporters have done an amazing job of  

sharing this $2 for $1 match opportunity and have 

raised an incredible $30,000 in one month!  We 

can’t thank you enough for your support! To learn 

more about this project, for links to Dominic’s   

website, or to make a tax 

deductible donation to this  

research project (Reference: 

Florida) please visit our 

website. 

AFFORDABLE  

GENETIC TESTING!  


