
 

 
 

Join Us as We Celebrate Rare Disease Day, 2021! 
 

 If you are new to All Saints School, you may not be familiar with Rare Disease Day.  But, if you have been 
here for a little while, you know that each year, at the end of February/beginning of March, we like to recognize what 
has become a special part of All Saints School tradition- Rare Disease Day! 
 
 Rare Disease Day is a global initiative to raise awareness and generate action for rare disease funding and 
research.  There are over 300 million people worldwide living with a rare disease.  Over 25 million of those impacted 
live in America, and some of those individuals have been, or are, members of our school community.  With more than 
7000 rare diseases, many of which can be difficult and costly to diagnose, the reality is that we all likely know or love 
someone who has suffered, is suffering, or will suffer from a rare disease.  So, please consider joining us in raising 
awareness and funding for this cause! 
  

How You Can Participate  
 

 This year, in an effort to accommodate Covid related restrictions, our fundraising will go “contactless,” but we 
look forward to hopefully being able to return to our full day of face-painting and other fun next year!     
 
 Beginning Monday, March 1st, be on the lookout for an email and flyer (sent home with your little Saint), about 
how you can order a special “Show Your Stripes” stuffed animal in support of Rare Disease Day.  One hundred precent 
of all proceeds from your purchase will be split evenly between the NUBPL Foundation (NUBPL) and the National 
Organization of Rare Disorders (NORD).   
 
 After you receive your “Show Your Stripes” stuffed animal, post a picture on any social media platform with 
the hashtags- #RareDiseaseDay, #ShowYourStripes, and #AllSaintsSchoolWP and don’t forget to tag All Saints!  
 
 If you are not interested in purchasing a “Show Your Stripes” lovey, we welcome donations in any amount in 
carline throughout the week of March 1st.  Again, all donations will be split between NUBPL and NORD.  See below 
for more information about each organization.  
 

 NUBPL- The mission of the Foundation is to raise money to fund research for the development of life-saving 
treatments and a cure for NUBPL, a mitochondrial complex 1 deficiency disorder.  NUBPL is a progressive 
neurodegenerative disease that affects children, including our own Brooks Roy.  Brooks is a Pre-K student 
who sadly had to homeschool this year due to the high-risk nature of his disease. He has missed being at All 
Saints tremendously, as has his mom, Jamie Blucher, who is an All Saints teacher.  The accommodations the 
Blucher/Roy family needed to make because of the pandemic serve to highlight the need for more funding to 
research of this challenging disease.  
 

 NORD- NORD is a patient advocacy organization dedicated to individuals with rare diseases and the 
organizations that serve them.  NORD, along with its more than 300 patient organization members, is 
committed to the identification, treatment, and cure of rare disorders through programs of education, advocacy, 
research, and patient services. 

 

 


