
“I love differently, 
for tomorrow is  

defined as something 
else.” - Jena (p&c) 
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Ehlers-Danlos  Syndromes &  
Hypermobile Spectrum Month! 
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“Difficult to tell. I like my body 
now, but I used to be in pain every 
day and it made me very depressed 
but I didn’t  know that was why. “ 

Sam (p, age 12) 

“Misunderstood. False bogey. 
Simple yet complex. Tired. 

Tired in the moment,  
existentially.” - 

Audrey (p&c) Well...my body is 
very...accommodating. 
Just stretches which-

ever way is needed.”  
- katye (p&c) 

“Zebra. Rain-
bow. Smile. 

Community.” 
- Margaret  (p) 

EDS & HSD AWARENESS MONTH! 

“Everything 
Dying  

Syndrome”  
- Theresia 

(p&c) 

“...lots and lots 
of surgeries.”  

-Nate (C) “A Never-Ending 
Storeeeeee.”  

- Cat (p&c) 
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Help us pick our Kids 
Corner Mascot! 
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Kids  
Corner 
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May-Flower 
by 

Emily Dickinson 

 

Pink, small, and 
punctual, 

Aromatic, low, 
Covert in April, 
Candid in May, 

 
Dear to the moss, 

Known by the knoll, 
Next to the robin 

In every human soul. 
 

Bold little beauty, 
Bedecked with thee, 

Nature forswears 
Antiquity. 

 



 

 

Colors of my Soul: Identity in Tradition 
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 In a broad world of vibrant peoples, robust flavors, rich sounds of music and   
language, beautiful traditions and religions and even more beautiful personal faiths, we 
can find the history of humanity.  Our hopes, dreams, fears, and frailties, all  expressed 
through a thing called “culture.”  More than any other element of this thing called    
culture, the element of belief has driven the human psyche to achieve both great 
heights and great depravities. 

 Sadly, those of us with the privilege of looking back on these events tend to      
neglect notice of the heights. We prefer, instead, to find the depths, abhorrence, and 
pain in the lives of our ancestors to such a degree that the very things they sacrificed 
FOR, and bore for us fade away. Traditions kept alive by stories, poetry, songs and 
dance are replaced by war reports and obituaries. Our souls melt in the absence of the 
colors of life. So this May, a month that witnesses a spring FULL of color and culture, 
we wanted to take a few moments to bear witness to some of the goodness human     
being have created.  

 Across the nations, the Muslim community partook in Ramadan: a period of    
fasting, charity, and remembrance of the period in which the Qur’an was given from 
heaven to guide human life. At the same time, Christians of all traditions - Catholic, 
Orthodox, Coptic, and Evangelical - shared in a period of grief and contemplation     
followed by rejoicing in celebration of the Resurrection of the Messiah... 
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 Holi was celebrated! A festival whose brilliant themes and glorious music has 
become known around the globe: a time of rebirth and rejuvenation filled with food, 
drink and above all, COLOR. And the Jewish nation remembered both Purim, the    
salvation of their people from Persian genocide by the Queen Esther (Hadassah), and 
Pesach, or Passover: A meal, music and stories as young and old recall the promises of 
God to the ancestors of their faith: deliverance from slavery, food and water in a        
deserted land, and the coming of the King. 

 To these we could add many, many more. Around the world the spring months of 
warming or cooling are filled with festivals, celebrations, rites, and rituals marking the 
passage of the seasons. The passage of life. To the human soul these traditions bring 
identity, meaning and purpose like no other. Even modern medicine has been forced to 
acknowledge that spiritual identity is a significant player on this stage we call 
“Existence.”   

 This month as we contemplate the very present challenges of the Ehlers-Danlos 
community and hypermobile spectrum disorders, the sense of identity is particularly 
poignant.  There is no one bearing the more frequent and complex facets of this disor-
der that has not had to pause or entirely give up a part of their life that was not a part 
of themselves. And this happens without the promise of an end, or a few peak battles 
to conquer. It happens with the promise that daily suffering may last for decades.  

Colors Continued... 
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KIDS!  

We need help! 

Can you help us find the 
perfect little friend to 
take care of our Kid’s 

Corner Creations? 

 

 

 

 

 

 

We will choose the little 
Zebra with the most 

votes, and pick our favor-
ite name, at the June 

Staff meeting.  

 

Email us your 
favorite. 

Would you pick 
a name too? 

1. 

4. 

3. 

5. 

2. 
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Colors Concluded... 

In our first ever annual meeting we hope to plant 
the seeds for many wonderful future conferences 
of zebras, in North Carolina and beyond.  

(Location TBA in Matthews, NC area).  

Grab a coffee, tea and snack to your cozy chair, or 
BED!  Login online or join us in person.  

We'll share about opportunities to Help - little and 
great - Enrich each other's lives with                          
encouragement wherever the journey is, Activate 
our coming months with what's next! Regain energy 
to move forward, and find reasons to hope for 
transformation to come.  

 Perhaps your world is not one in which a community of faith is available or accessible to 
you. Therefore, what other traditions, rituals or meaning could you imbue into life in spite of 
this fact? What pieces of culture can we find to preserve in our own sort of communion?      
There is no doubt we NEED these things, and that our children need them. So perhaps in       
another, powerful element of culture we might find the will to do more than survive.               
Perhaps, we can do what our ancestors did in times of difficulty: Create. Susan Cain writes, 
“Whatever pain you can’t get rid of, make it your creative offering.”  May this be the call of our 
hearts this spring, a revival of the colors of your soul.  - Director’s Corner 

H - Help  

E - Enrich 

A - Activate 

R - Regain 

T - Transform 

With membership spread far and still beginning to sprout, we'll split our gathering into TWO 
events as well, Online May 21st, and in-Person Saturday May 25th.  

RSVP - https://wkf.ms/4aciAfx 

Copy and paste into your browser.  

3:00pm In-Person, Yanni Bistro 

 8:00pm Online, Zoom 


