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Well, the summer is over and the kids have returned to, or are just about to
return to school, so now you can just sit back and relax in a hammock and 
read a book with no worries in the world. OK, just kidding! It’s on to putting
out the next fire on your list. 
 
The Conference Committee’s list is full with planning speakers, child care
and social events for our Family Conference in July 2027. We will furnish
you with Conference updates in an upcoming Newsletter. 
 
Meanwhile, there was some exciting “Breaking News” that we mentioned 
in a Facebook post earlier this week: The Social Security Administration announced this week
that it has added 14 new conditions to its fast-track disability list, which will expedite the
process of receiving benefits. And guess whose favorite syndrome is on the list – yup, Aicardi
Syndrome was one of the 14 conditions listed! For our rare Aicardi community, this means that
families who previously faced a long disability determination process, should encounter a
quicker route to receiving benefits. 
 
Also, we are in the process of updating a 2008 study on Aicardi Syndrome prevalence and
survival estimates with the International Review Board (“IRB”), an administrative committee that
reviews, approves and monitors research involving human subjects. Its primary goal is to protect
the rights, safety, and welfare of human participants by ensuring studies are ethical, legal and
well-designed.

The ASF is excited to be working alongside Aicardi mom, Dr. Barbara Kroner, to update the U.S.
prevalence and survival estimates for Aicardi Syndrome she reported in the 2008 paper
published in the Journal of Child Neurology. Her paper is frequently cited for the prevalence
estimate of 900 in the U.S. and at least 4,000 worldwide, but it has been a long time since then
and adding almost 20 more years of data will allow us to report better estimates of these
prevalence numbers, as well as updating the survival projections by age up to 50 years. 
 
Please see the information listed on the next page of the Newsletter, for more details on how to
opt out of this study, if you wish to do so.
 
Well, that’s all for now – best wishes for a happy and healthy fall season.
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A Day in the Life: Joanna Hodge 
Joanna lives in Phoenix with her dad Mark, her mom Kathy, and adoring younger
brothers Adam and Aaron. Her life has been about defying expectations. The
baby who was given poor odds of surviving to her first birthday will be 25 years
old in December. The child who go the “deer in the headlights” look from a few
teachers and students, received a standing ovation at her 8  grade promotion
and graduated with her high school class. As a young adult, she leads an active
life that includes attending an adult day program, engaging in community
activities, and being pampered by her family and respite nurses. In all ways that
matter, she is thriving and enjoys a great quality of life.

th

That doesn’t mean it’s always been easy. Joanna has endured more than 15
surgeries, including on her eyes, g-tube, tendon lengthening in her feet and
groin, bi-lateral hip reconstruction, T2 to pelvis spinal fusion, baclofen pump (3
times) and the VNS (5 times). We think she qualifies as bionic! Although she is
more on the severe end of the Aicardi Syndrome spectrum, she is generally very
healthy and has rarely been hospitalized for illness. We are grateful that her
seizures have been stable for years with the help of the VNS and Epidiolex. 

Many people assume Joanna likes and needs a quiet, simple environment. The
opposite is true! Bring on the noise, chaos, speed bumps, and even the flashing
lights of Cosmic Bowling (which have never caused a seizure, despite the
warnings)! She’s not a fan of getting her face washed, her teeth brushed, being
cold, or early mornings. She loves any kind of music, movies, sporting events
(soccer, football, and figure skating are her favorites), swimming, going for walks,
being read to, hanging out with her peers, going to church, and traveling with her
family. Joanna’s first big road trip was to Louisville in 2002, when she attended
her first Aicardi Conference at 7 months old. Since then, she continues to enjoy
annual family road trips and has visited 24 states so far. Her life is an adventure,
and we are happy to be along for the ride! 

                                         Updating Aicardi Syndrome Prevalence and Survival Estimates
ASF is excited to be working alongside Aicardi mom, Dr. Barbara Kroner, to update the U.S. prevalence and survival estimates for
Aicardi Syndrome she reported in the 2008 paper published in the Journal of Child Neurology. Her paper is frequently cited for the
prevalence estimate of 900 in the U.S. and at least 4,000 worldwide, but it has been a long time since then - and adding almost 20
more years of data will allow us to report better estimates of these prevalence numbers, as well as updating the survival
projections by age up to 50 years. 
The original study used a sample of 266 cases from the U.S., which will continue to serve as the population for the updated study. If
your Aicardi child was born before 2007, she probably was included among the 266 in the 2008 study (unless you opted out of the
study). Families will not be contacted to provide information for this upcoming follow-up study, however you have the right to opt
out of your child being included (and your child was, in fact, born before 2007). If you wish to opt out, then email
aicardistudy@rti.org by September 25, and include your child’s name, year of birth and the statement that you do not want to
participate. Please note that no identifying information about your child will be included in the updated paper or shared with
anyone outside the research team. The Foundation is fully supportive of the study and encourages everyone to participate so we can
update our and the world’s knowledge about Aicardi Syndrome. We look forward to providing updated information on the natural
history and evolution of Aicardi Syndrome to you and our research communities. 
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