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Letter from the  

Founder 
 
Following last year’s Year of Support, the third year was a Year of Hope for The 

Brooks Coleman White Foundation!  With your assistance we were able to see and 

feel the hope present in the leukodystrophy community in 2019.  This hope is one 

way we made great strides in our vision of Providing Hope for What Matters! 

 

Action we took in 2019: 

 

• Spread awareness through Facebook, totaling over 230 followers, with 

numerous posts reaching several hundred people and one reaching over 

2,100! 

• Hosted the 3rd Annual Benefit for the Brain with about 100 attendees 

• Created community and support between three leukodystrophy families 

present at our annual benefit 

• Funded $12,500 in leukodystrophy research at Children’s Hospital of 

Philadelphia 

• Financially supported three children with leukodystrophy 

 

 

In these achievements and others, it most definitely was a Year of Hope for The 

Brooks Coleman White Foundation!  Please join us in a look back at the impact we 

made together in 2019. 

 

You, our generous donors, supporters and volunteers have helped make each of 

these accomplishments possible.  We sincerely appreciate the donations you give, 

your diligence in sharing about leukodystrophy and your dedicated pledge to help 

us Provide Hope for What Matters. 

 

Sincerely, 

 

Ashley White 

Founder and CEO 

The Brooks Coleman White Foundation 
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Foundation Overview 

 
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. 

 

 

 

 

 

 

In 2019, The Brooks Coleman White Foundation focused on the three areas of 

our mission – awareness, resources and research – which helped us achieve 

our vision of Providing Hope for What Matters.  On the following pages, we will 

describe the accomplishments in our Year of Hope under each of these three 

areas of our mission. 
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Awareness 
Educating and sharing about leukodystrophy 

 

Social Media 
We use our social media pages as our primary channel of spreading broad 

awareness of the leukodystrophies.  The foundation has a twitter account and over 

230 followers on Facebook.  It is through our Facebook 

page that we share about new scientific discoveries and 

keep people up to date on how the foundation is working 

and helping our leukodystrophy community.   

 

Another way we spread awareness through our social 

media is during the month of September, which is 

leukodystrophy awareness month.  During that time, we 

share one fact a day about the disease in hopes that the 

followers we have gain new knowledge and a greater 

understanding of the leukodystrophies.  It is also our hope 

that the information will be talked about or shared in a way 

to reach new people who previously hadn’t heard of 

leukodystrophy. 

 

In order to provide resources to families and fund research efforts, we must start 

with making the public aware that there is a need.  Through the sharing of 

information about the leukodystrophies we are able to do just that.  

 

 

Benefit for the Brain 
Our third annual Benefit for the Brain 

was a huge success!  We had about 

100 guests in attendance and brought 

in over $13,250 in donations!  We 

enjoyed wonderful food and great 

music, and most importantly were 

able to hear from three parents and 

their families’ journeys with 

leukodystrophy as well as information 

about the disease and how the 

foundation is working to help those 

affected.  Thank you again to our 

donors and attendees for making this 

event a great venue for spreading 

leukodystrophy awareness!  
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Resources 
Providing resources to families currently battling leukodystrophy 

 

Blessings from Brooks 
The vision of the foundation is to Provide Hope for What Matters and one way we can 

do that today is by helping support families that are currently battling 

leukodystrophy.  In 2019, with your support, we were able to aid three families with 

various forms of help.  A small portion of each of their stories is featured below as 

well as how we were able to come alongside them.  Know that your financial support 

positively affects these children’s lives - daily, in many cases. Personally, this is my 

favorite thing the foundation does to help the 

leukodystrophy community.     

 

Everett has Aicardi-Goutieres Syndrome (AGS) 

Type 2, a form of leukodystrophy, and he will be 4 in 

November.  He is a part of a compassionate use study 

at Children’s Hospital of Philadelphia for AGS and 

travels to Philadelphia for visits.  We were able to 

come alongside his family and give them a gift card 

to help with travel expenses for his visits.  Everett’s 

dad told me that, “since starting the drug trial they 

have seen nothing but improvements with no more 

regressions that are associated with his disease!”  

 
Lilly is 7 years old and also has AGS.  Lilly 

began a clinical drug trial program at Children’s 

Hospital of Philadelphia (CHOP) in November of 

2019. With your help, we were able to give 

Lilly’s family an airline gift card to help with 

travel expenses to her appointments in 

Philadelphia.   Her mom says, “She is so strong 

and happy regardless of what all she has to 

endure. There is currently no cure for AGS so 

this drug trial is our best chance at Lilly 

gaining skills or at the very least not losing 

skills she already has.”  
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Resources 
Providing resources to families currently battling leukodystrophy 

 

Korbin is a 5 year old boy, diagnosed 

with AGS 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 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 said was, “the highest hope 

we have of him living longer, or 

developing a cure.”  

 

 

bcwfoundation.org 
The foundation’s website is a great resource to those affected by leukodystrophy 

and those who want to know more about it and how to help.  It houses detailed 

information on most forms of leukodystrophy, provides resources for families 

currently battling the disease, whether that is financial support, tips and helpful 

links, or how the foundation is working to change what a leukodystrophy diagnosis 

might look like for future families. 

Families and professionals reach out to the foundation after visiting our site for 

various reasons.  We hope it continues to be a place families and supporters can go 

to for information and resources. 
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Resources 
Providing resources to families currently battling leukodystrophy  
 

Community 
Many wonderful things took place at our annual Benefit for the Brain, but top of the 

list was witnessing the connection the leukodystrophy families made that were 

present.  We had three leukodystrophy families in attendance and it brought so 

much joy to see them interact, share stories, receive hugs and be understood by 

others in similar situations.  The leukodystrophy community is relatively small, so it 

was wonderful to be able to bring these families together for what could be the 

beginning of a supportive friendship. 
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Research 

Funding research to find potential treatments and ultimately a cure for 

the leukodystrophies 

 

Children’s Hospital of Philadelphia 
 

In 2019, with your help, we were able to give $12,500 to Children’s 

Hospital of Philadelphia and Alexander Disease research.  Dr. Waldman 

and her team have learned about Alexander Disease through the current 

research program, and this research funding will help them go further in 

2020.   

 

With the research funding, “Dr. Waldman and her team will explore 

different magnetic resonance imaging (MRI) features under the 

guidance of a world-renowned neuroradiologist at CHOP, as well as a 

biostatistician, to determine if the involvement of various brain 

structures (seen on MRI) can predict disease outcomes.”1 

 

In addition, “Dr. Waldman and her team will explore markers in the 

blood and cerebrospinal fluid, which are released when brain cells and 

nerves are damaged, in order to determine if these levels vary in 

children with mild, moderate, and severe disease.”1 

 

It is our hope that the funding of these research efforts will allow doctors 

better insight in how to treat patients with Alexander Disease.  We are 

hopeful it will help provide physicians answers to specific questions 

families may have about a loved one’s prognosis.  We have hope that 

this research will lead us one step closer to a treatment and ultimately a 

cure for not just Alexander Disease Leukodystrophy, but all of the 

leukodystrophies. 
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Financial Summary 

 
 

 

 

 
 

 

 

 

  

 
***It is important to note that these financials are based off of the date checks were 

written and do not account for rollover funds from the 2018 calendar year or the 2019 

Giving Tuesday donations.  

$12,500.00 

$2,687.00 

$269.00 
$1,510.00 

Financials

Research Fundraising and Awareness Administrative Family Support

Total Funds 

Raised 

$18,428.44 

Total 

Expenses: 

$16,968.18 
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Looking Forward 

 

It was a fantastic Year of Hope for The Brooks Coleman White Foundation!  We were 

elated to be able to help three families, fund $12,500 worth of leukodystrophy 

research, aid in creating a community of support among affected families and 

spread awareness. 

 

Financially, we landed almost exactly at our targeted percentages for each expense 

area.  We put 74% toward research (our goal was 70%).  Family support accounted 

for 9% of our expenses (our goal was 10%).  Fundraising and awareness took up 

16% of our budget (our goal was 15%). Lastly, administrative costs were 1% (our 

estimated percentage was 5).  We are happy that we are able to keep administrative 

costs at such a low percentage, so that the vast majority of the donations received go 

directly to positively impacting the leukodystrophy community. 

 

As we look forward into 2020, our mission remains the same.  We will continue 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.  As always, we truly appreciate your support and 

partnership with us to Provide Hope for What Matters.   

 

Let’s continue to show our support in 2020! 

 
 


