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Dear Parents, 

 

One of our Bretton Woods’ families has a two year old child who suffers from Epidermis Bullosa (EB), “the worst 

disease you never heard of.”  There is no cure and few treatments.  She will be going to Minneapolis, MN, this week 

to start an experimental bone marrow transplant.  Her 6 year old brother, our student, is her donor.   

 

If you follow them on Facebook or took part in the district fundraiser last year, you may be familiar with the term 

“Butterfly Babies”.  Infants and young children with EB are called butterfly children because their skin lacks the 

collagen needed to hold the skin together.  As a result, the smallest rubbing on the skin may cause it to blister, slough 

or tear, because the skin is delicate…like butterfly wings.  This little girl endures approximately 6 hours of bandage 

changes daily, where her skin is wrapped in bandages to cover and protect it from being damaged.  This is what her 

parents call her “suit of armor”. 

 

“Rock the Socks” has become the family’s anthem, because socks were used to keep the bandages on the baby’s 

hands and feet, allowing her to start the healing process and get home from the NICU.  Since that time, Rock the 

Socks has been turned into a song, and last year a social media campaign that brought awareness to over 5000 people! 

This brave little girl is turning two years old on February 22, 2018.  One of the challenges she faces is that individuals 

with EB face contractures of the fingers due to scar tissue, muscle and joint tension.  Daily activities for individuals 

with EB are extremely difficult when faced with the loss of hand and finger mobility.  

 

In honor of her 2nd birthday, the family has created a new campaign, #Sockit2EB to raise EB awareness.  They are 

asking people to take a minute, place socks on their hands, complete an everyday task and take a short video or 

picture, and upload it to social media. The family hopes that this will help people understand just one of the 

challenges of living with EB.   

 

Please send in a pair of crazy socks of your child’s choice this Thursday, February 15
th

.  Teachers will find a time in 

their day to allow the students to try to do an activity with the socks on their hands such as eating their snack, trying to 

pack or unpack their backpacks, or anything else they can think of.  Pictures will be posted on the Bretton Woods 

and/or district website to show our support for this family.   

 

Thank you for helping us to support this Bretton Woods family as they start this journey to Minneapolis, MN. 

 

Sincerely, 

 

Mrs. Figari and Mrs. Munter 
 


