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04/26  Canadian Kabuki Conference - Hamilton 

04/27 Canadian Family Gathering - Toronto 

 POC: Barbara Trombello | Email: barbandrade@hotmail.com 
 

 

05/12  Kabuki Syndrome Conference @ Johns Hopkins 

              POC: Jill Orum Dunbar | Email: jill.ksf@gmail.com 

 

06/10  Eversource Walk for Boston Children’s Hospital 

 Join or donate to team: KABUKI FRIENDS 

              POC: Tara Daly, Roya Kabuki Program 

 Email: kabuki@childrens.harvard.edu 

 

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 - Register via our website 

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

 

08/11  Pacific Northwest Kabuki Conference - Washington 

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

                       

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

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

 

10/23 KABUKI SYNDROME AWARENESS DAY! 
 

  KABUKI SYNDROME SURVEY UPDATE 

THANK YOU for helping us reach our minimum participation goal! It’s 

not to late to participate! We’d like to invite families to complete ATK’s 

Kabuki survey published on the Sanford Research / CoRDS registry. 

This survey is open to families globally, however  you must grant ATK 

permission to access your data (personal info is not disclosed) for it to 

be used.  

 

http://www.sanfordresearch.org/SpecialPrograms/cords 
 

NOTE: This is not a mobile friendly survey. If you do not have access to a   

desktop  computer, contact ATK to have a survey mailed to you. Thank you! 

ANNUAL MEDICAL OUTREACH 

ATK is preparing for our 2nd Annual Medical Outreach. 

The primary purpose of this effort is to ensure providers 

know that there is an active U.S. advocacy group ready and 

willing to help families affected by Kabuki syndrome. Our 

goal is to reach other caregivers with the hope of reducing 

the stress and loneliness that can consume families raising 

children with special needs. 

This year Dr. Bodamer and his fabulous Program           

Coordinator, Tara Daly, are helping us reach an even     

bigger goal! We’d like to thank the Roya Kabuki Program 

for creating our new HAVE YOU SEEN A PATIENT WITH 

KABUKI SYNDROME flyer. This flyer will serve as a tool to 

reach clinicians across the U.S. while providing experienced 

medical point of contacts in every region, willing to help 

other providers with little to no Kabuki experience. 

Would you like us to reach out to a specific clinic or      

provider? Email ATK with their contact information and 

we’ll be sure to include them in our mail out.  

Our NEW website is LIVE! 

  allthingskabuki.org 

 Note: This is a mobile friendly website, however there is 
more content available on the desktop version.  

Kabuki Kid: Sam Geist & Kimberlee Brooks 

Ohio 2018! 

Register online for the 
ATK Family Gathering! 

Follow event updates here.  

 

 



GUT HEALTH AND WHY IT MATTERS 
Contributor: Kathy Reed, Australia 

 

Many children and adults with Kabuki Syndrome have obvious signs and symptoms of gut dysfunction – reflux, diarrhea,         

constipation, abdominal distension and/ or food intolerances.  Gut dysfunction may also present in people exposed to antibiotics, 

reflux medications, formula feeding and high stress levels.  So why does this matter?   

It’s probably safe to say that everyone knows that the gut is responsible for the digestion and absorption of nutrients.  If your gut 

isn’t working properly, your body can’t absorb vitamins, minerals and macronutrients (like carbohydrates, protein and fats) 

properly, and therefore cannot access all the materials it needs for energy, growth and repair.  Poor digestion and absorption can 

also result in pain.  Pain has been linked to issues with sleep and mood, increased sensory issues, and aggressive behaviors.  

In addition to its role in digestion and absorption, the gut plays a significant role in our immune function, psychological function 

and the production of hormones.  

The gut protects us against toxins and pathogens, including parasites, bacteria, viruses, yeasts and fungi.   It does this through 

several pathways.  One is through healthy gut flora, which provides a physical barrier and also directly attacks pathogens.        

Another protective mechanism is the gut lining (or intestinal mucosa), which provides a barrier between what is inside and outside 

the body.   In addition, the majority of our IgA is produced in the lining of the gut.  If our gut health is compromised, it impacts the 

body’s ability to produce IgA.  Low levels of IgA are linked to recurrent respiratory infections (including RSV, bronchitis and  

pneumonia) and ear infections.  IgA deficiency is also linked to allergies, asthma and autoimmune diseases (including lupus, ITP 

and rheumatoid arthritis).   It is estimated that approximately 80% of the immune system is housed in the gut.   

The gut also plays a huge role in our psychological functioning.   Around 90% of our serotonin is produced in the gut.  Serotonin 

is one of the 4 major neurotransmitters that affect happiness and sense of wellbeing.  Serotonin also helps to regulate social    

behavior, sleep, memory and learning.   

The gut is also responsible for producing more than 30 hormones.  This makes the gut the largest hormone producing organ in 

the body!  Some examples of hormones produced by the gut include: 

· Ghrelin – which helps regulate appetite,  and helps to stimulate the release of growth hormone.  Given that many Kabuki  

   Kids have issues with growth, it is important to support the body’s ability to release it’s own growth hormone. 

 

· Fibroblast Growth Factor 19 (FGF19) and Incretins – which have a role in the regulation of blood sugars (e.g. preventing   

  hypoglycemia). 

 

 · Motilin - which helps to stimulate smooth muscle movements in the stomach and small intestine .  Insufficient               
                 production of motilin can contribute to poor motility and constipation.    
 
With such a diverse range of functions in the body being linked to the gut, it is essential to ensure that our guts are in optimum 

health.  Look out for next issues article on how to support gut health. 
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 RESEARCH OPPORTUNITY! 
Clinical or genetic Kabuki diagnosis? Contact Tara today! 

KABUKI KID: PAUL 

KABUKI KID: OLIVIA KABUKI KID: ALISSA 

http://www.ivyroses.com/HumanBody/Digestion/Stomach.php
http://www.ivyroses.com/HumanBody/Digestion/Function-of-the-Small-Intestine.php

