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It was a Year of Firsts for The Brooks Coleman White Foundation.  We made great strides towards 
our vision of Providing Hope for What Matters.   

 

Action we took in 2017: 

 

• Initiated fundraising for The Brooks Coleman White Foundation 

• Launched bcwfoundation.org, providing information and resources to the public and families 
affected by leukodystrophy.   

• Partnered with Rustic Cuff to design a custom bracelet to be worn in support of leukodystrophy 
and also as a means for spreading awareness of this rare group of neurological diseases. 

• Spread awareness through Facebook and Twitter, reaching over 15,000 people. 

• Hosted the 1st Benefit for the Brain with over 120 attendees. 

• Financially supported three children with leukodystrophy. 

• Funded $15,000 in leukodystrophy research at Kennedy Krieger Institute, associated with Johns 
Hopkins Hospital. 

 

In these achievements and others, it most definitely was a Year of Firsts for The Brooks Coleman 
White Foundation!  Please join us in a look back at the impact we made together in 2017.   

 

You, our generous donors, supporters and volunteers have helped make each of these triumphs 
possible.  We sincerely appreciate the donations you contribute, your diligence in sharing about 
leukodystrophy, and your steadfast pledge to help us make a difference. 

 

Thank you for being a part of our Year of Firsts! 

 

Sincerely, 

 

Ashley White 

Founder and CEO 

The Brooks Coleman White Foundation 

Letter from the 
Founder 



Our Vision 

Providing Hope for What Matters 

 

Our Mission 

Increasing awareness of the leukodystrophies through education, providing helpful 
information and resources to families with members currently battling leukodystrophy, and 
raising funds to aid further research for potential treatments and cures of the 
leukodystrophies. 

 

Introduction 

In 2017, The Brooks Coleman White Foundation focused on the three areas of our mission - 
awareness, resources and research – which helped us obtain our vision of Providing Hope for 
What Matters.  On the following pages, we will describe the accomplishments in our Year of 
Firsts under each of these three areas of our mission. 

Foundation Overview 



Awareness 
Educating and sharing about leukodystrophy 

Partnered with Rustic Cuff 

We teamed up with Rustic Cuff to design a custom bracelet to represent leukodystrophy.  Blue and 
white were the chosen colors for the cuff – blue, because it is the color of leukodystrophy awareness 
and white, because leukodystrophy affects the white matter of the brain.  We sold 58 cuffs and have 
heard accounts where supporters have been asked and able to share about leukodystrophy and the 
foundation because they were wearing this bracelet.  Thank YOU for helping us spread awareness!  

 

“My neighbor commented on how pretty my bracelet was and I told her I bought it during a 
fundraiser for leukodystrophy.  I was able to share Brooks’ story and a little about 

leukodystrophy.” – Jill Carpenter 

Benefit for the Brain 

Our inaugural Benefit for the Brain was a huge success!  We had over 120 guests in attendance, 
bringing in $10,810 at this fundraiser alone!  We enjoyed wonderful food and great music, but most 
importantly were able to share a video about Brooks’ journey with leukodystrophy, information 
about the disease and the story of Mabry Kate and Owen Webb.  Thank you again to our donors and 
attendees for making this event a great venue for spreading leukodystrophy awareness!  



Resources 
Providing resources to families currently battling 
leukodystrophy 

Launched bcwfoundation.org 

Our website went live in the beginning of 2017.  It features information on many types of 
leukodystrophy.  We have a section for affected families which includes: what to expect and tips, a 
list of doctors and hospitals that specialize in leukodystrophy, information on clinical trials, details on 
genetic sequencing, support groups, and patient therapies and levels of care.   

 

A fellow leukodystrophy not-for-profit, A Cure for Ellie, even said, The Brooks Coleman White 
Foundation has “one of the most complete online sources of truly useable information…I wish I 
had this at my fingertips back when Ellie was diagnosed in 2011.” 

 

This compliment means the world.  We are glad to provide great information and resources to 
affected families. 

 



Blessings from Brooks 

Blessings from Brooks, is a way the foundation offers financial assistance to families affected by 
leukodystrophy.  In 2017, we gave over $950, supporting 3 children.  

 

Mabry Kate and Owen are siblings both diagnosed with Krabbe Disease.  Mabry Kate sadly passed 
just shy of 11 months old, but because of her courage, her brother was tested in utero, received a 
cord blood transplant and has a chance at life.  The foundation helped pay a portion of Mabry Kate’s 
medical expenses as well as purchased a pair of shoes for Owen to wear over his braces that enable 
him to walk. Owen just celebrated his 3rd birthday! 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Korbin is a 3 year old boy, diagnosed with Aicardi Goutieres Syndrome, a rare form of 
leukodystrophy around his first birthday.  In the beginning of 2017, the family was grateful to hear 
that Korbin was accepted as part of a compassionate use study at Children’s Hospital of Philadelphia.  
The family travels back and forth to Philadelphia from their home in Vermont and travel costs are 
expensive.  The foundation was able to gift Korbin and his family with a gas gift card to assist them in 
their travel expenses.  With this, we were able to ease the financial burden and Korbin could 
continue to receive this drug that his mom says is, “the highest hope we have of him living longer, 
or developing a cure.” 

 

Resources 
Providing resources to families currently battling 
leukodystrophy 



Research 
Funding research to find potential treatments and 
ultimately a cure for the leukodystrophies 

Kennedy Krieger Institute 

The Brooks Coleman White Foundation donated $15,000 to the Kennedy Krieger Institute in 2017.  
Kennedy Krieger Institute is the home of the Moser Center for Leukodystrophies and is a partner of 
Johns Hopkins Hospital.  They currently have multiple research efforts in various stages for the 
leukodystrophies.  After giving it much thought and visiting with members of their faculty, including 
Dr. Ali Fatemi, a pediatric neurologist and founder of the Moser Center, we decided to fund one of 
his efforts. 

  

The research effort we funded has the potential to help a variety of leukodystrophies.  Dr. Fatemi 
and his team are conducting studies to identify a new and efficient way to deliver stem cells and 
future gene therapy products into the brain in a large pre-clinical animal study.  They will flag and 
inject stem cells into the animal model, then use an MRI to see if the stem cells were delivered to 
the appropriate part of the brain.  A previous pilot study showed the stem cells successfully passed 
through the blood-brain barrier and into the brain.  If this larger trial is successful, they will then 
study if the stem cells begin to rejuvenate myelin growth.  The hope is to use this data to apply for a 
larger National Institutes of Health grant, focusing specifically on leukodystrophy.   

  

If Dr. Fatemi and his team are able to deliver myelin producing stem cells to specific areas of the 
brain, it has the potential to be a treatment option for many forms of leukodystrophies.  The Brooks 
Coleman White Foundation is elated to be a part of scientific discovery in the making and Provide 
Hope for What Matters!  



Financial Summary 

Total Funds 
Raised: 
$26,947 

Total 
Expenses: 
$21,543 

$15,000  

$3,847  

$1,733  $963  

Expense Breakdown 

Research Fundraising & Awareness Administrative Family Support



Looking Forward 

We are very proud of our 2017 achievements – our first year as a foundation!  However, we are 
always looking forward for opportunities to improve and Provide Hope for What Matters. 

   

Financially speaking, in 2018, we hope to slightly lower our administrative and 
fundraising/awareness costs by roughly 5% collectively.  We then hope to apply the 5% to help 
affected families; doubling the impact and immediate hope we have to offer the leukodystrophy 
community.  In 2017, nearly 70% of the foundation’s expenses went towards research, and we hope 
to do the same in 2018. 

 

Our mission remains the same.  The Brooks Coleman White Foundation will continue to strive to 
increase awareness of the leukodystrophies through education, provide helpful information and 
resources to families with members currently battling leukodystrophy, and raise funds to aid further 
research for potential treatments and cures of the leukodystrophies.  The three parts of our mission 
statement will lead us forward into 2018, guiding our decisions in regards to public awareness, 
family outreach, research funding and fundraising opportunities for each.  We thank you again for 
your unwavering support of The Brooks Coleman White Foundation.  You helped us achieve a great 
deal in 2018, a fantastic Year of Firsts.   

 

 

Can you imagine what we can do together in 2018? 


