
Morgan Kozole was born on January 12, 2015. She was 
completely healthy and, as she grew, seemed to be hitting 
developmental milestones. There were some delays, but 
doctors were not overly concerned. However, Morgan’s 
parents could not shake the feeling that something was 
wrong, and at 18 months Morgan was not walking or talking 
and seemed to have fallen behind. They searched for 
answers, worked with therapists, and only after a genetic 
test did they find out that Morgan has a rare WDR45 gene 
mutation. Her mother, Kelly, searched the internet for 
answers and was shocked to find that the WDR45 mutation is 
commonly associated with Beta-propeller protein-associated 
neurodegeneration, commonly referred to as BPAN. BPAN 
is a childhood disorder that gradually damages the nervous 
system. Children affected with BPAN and other diseases 
collectively termed neurodegeneration with brain iron 
accumulation, or NBIA disorders, experience developmental 
delays, seizures, speech difficulties, and gait impairment. As 
their diseases progress, they can take on ataxic symptoms 
and progressive cognitive deterioration, parkinsonism, and 
dystonia.

Kelly Kozole and her husband Kevin have spent years 
advocating for their daughter. They launched the Don’t 
Forget Morgan Foundation in February 2020. Up until 
now, accessing information about BPAN and finding 
specialists who will work with these patients and 
provide potential treatment options was incredibly 
difficult because BPAN is ultra-rare; only 500 
individuals in the world have it, and currently only 4 of 
these individuals live in Michigan.

The genetic cause of BPAN was only discovered in 2012, 
when researchers at a German research facility discovered 

several mutations on the WDR45 gene on the X chromosome. 
This gene encodes a protein called WIPI4, which is involved 
in the process of autophagy. Autophagy is essentially the 
body’s way of cleaning out damaged cells so that healthier 
cells can flourish. After studying the effect of manipulation 
of the WDR45 gene in mice, researchers have found that any 
functional disruption triggers a flux in the autophagic abilities 
of the cells.

POTENTIAL CLOSE TO HOME
University of Michigan’s Department of Neurology is home 
to Sami Barmada, M.D., Ph.D., and Jason Chua, M.D., Ph.D., 
two researchers who perform cutting-edge research on 
the kind of autophagic processes found in BPAN and other 
NBIA disorders. Dr. Barmada is the Angela Dobson and 
Lyndon Welch Research Professor of Neurology at U-M. 
The laboratory he established in 2013 applies the newest 
technologies to the study of neurodegenerative diseases. 
His lab has significant expertise in the study of autophagy, 
among other areas, and Dr. Chua had the good fortune to 
spend his residency working under the mentorship of Dr. 
Barmada. Dr. Chua is a clinical lecturer in the Department 
of Neurology, as well as a research fellow and movement 
disorders clinical fellow. Together, they are investigating 
the mechanisms which regulate autophagy. Given the 
young lives they’re racing to save, their research has 
never been more important.

BUILDING COMMUNITY 
Don’t Forget Morgan is dedicated to raising awareness about 
BPAN while also providing a shared sense of community 
for families with children who have BPAN. They are also 
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fundraising for BPAN research in the hopes that treatments 
can be developed to help Morgan and children like her 
maintain the growth and progress that they work so hard to 
make. As the Kozole family began their outreach efforts to 
find a cure for Morgan, another Michigan family was actively 
working to secure a brighter future for thier daughter. Elle 
Kegler was diagnosed with BPAN in 2016, and her family 
began fundraising for BPAN-related organizations in 
California the following year. Elle’s mom, Kaci, connected 
with Kelly Kozole through a “Famiilies of BPAN” Facebook 
group. When the Kegler family held a fundraiser for Elle in 
February 2019, they were urged by Carl Koschmann, M.D., 
to seek a more substantial research partnership with U-M.  
When the Keglers learned that the Don’t Forget Morgan 
Foundation wanted to sponsor research on BPAN, both 
families recognized the possibility that U-M’s research could 
benefit their beloved daughters.

INVESTING IN HOPE
Dr. Barmada and Dr. Chua proposed a research study that 
has been energized by the financial support from the Don’t 
Forget Morgan Foundation. Additionally, this partnership is 
unique in that both Morgan and Elle are taking part in the 
research as it is happening. The girls are on the forefront of 
medical discovery, and the relationship between Don’t Forget 
About Morgan and U-M encourages all of us to dream about 
what the future of philanthropy might look like.

Kelly Kozole shared that, “As a parent of a child with a rare 
disease you can feel very hopeless at times.  We were 

very fortunate to connect with the great team at The 
University of Michigan and are looking forward to 
better understanding the disease BPAN and developing 
a roadmap for a therapy to help our daughter Morgan.” 
Kaci Kegler shared that, “Like anyone with a rare disease, 
we’ve been chasing answers since our daughter was 
diagnosed. While BPAN often feels very lonely, the incredible 
connections and community that forged a path to the U-M/
Don’t Forget Morgan collaboration (during a pandemic!) 
have shown us that we’re not alone and anything is possible. 
We are beyond grateful that two Michigan powerhouses 
have combined in an effort to turn hope into action.”
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