
 

            

   

 

     
 

 
 

 
 

 
 
 
 
 
 
 
 
 

      
Photo permission by:  From left to right, Nicoleta, Brittany, Brooklyn, Kayly, Erika, Autumn, Isabel and Madison 
 
Letter to the Editor – by Sandy Smeenk 
 
If chronic pain is left unaddressed, suffering will continue  –  Kids Get Pain Too! 

Suffering with chronic pain when you’re a child is unimaginable; growing through teen years with 
chronic pain results in associated mental health challenges of being misunderstood and left out; 
adults that suffer with chronic pain result in workplace harassment and the anguish of judgment. 
http://healthpsychology.org/learn-to-live-with-chronic-pain/ 
 
Suffering at the hands of the unknown for over thirty years is exactly what Nicoleta has endured until 
recently when this graduate from a M.H.K. program (Master of Human Kinetics, Thesis: The Effect of 
Exercise/Physical Activity on Chronic Pain and Pain-Related Mental Health Issues in Computer 
Workers with Repetitive Strain Injuries) was diagnosed with Ehlers-Danlos Syndrome (EDS).  Her 
experience is remarkable, as you can imagine her surprise when she learned about the common 
symptoms she shared with Erika, who is the teenage daughter of a close family friend, who was 
diagnosed with EDS at McMaster Children’s Hospital.  While Erika and now Nicoleta have a diagnosis 
of EDS, they were both told: “…there is no cure, no treatment and there are no care options available 
in Canada.”  http://www.torontosun.com/2012/11/23/parents-appeal-to-province-to-cover-
daughter-erika-crawfords-life-saving-surgery.  
 
For Brittany, Brooklyn, Erika and Kayly and the countless other teens and young adults, that live with 
complex chronic pain, they have many things in common, not the least of which is living with pain 
that never goes away, they also live with EDS, which is a connective tissue disorder that is difficult to 
diagnose, treat and care for.  They have suffered for years through misdiagnoses, under-treatment 
and mismanaged care.  In the end, they were forced to obtain care outside of Canada. 
 
The month of May is internationally recognized as Ehlers-Danlos Syndrome awareness month and 
Oakville is doing its part.  Mayor Burton has proclaimed the month of May as Ehlers-Danlos 
Syndrome Awareness month.  This declaration means so much to the families in Halton that suffer 
with this debilitating disease. They often suffer in silence, putting on a brave and stoic face to give 
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the appearance that they are fine.  What they are is incredibly strong and advocating for them in this 
special way will help the chronic pain and illness they are experiencing become visible. 
 
The International Association for the Study of Pain (IASP), and the Canada Pain Society (CPS) as a 
member chapter, report that chronic pain affects 5% to 8% of children.  Diseases that present with 
chronic pain are familiar to many of us, like arthritis, Crohns, colitis, neuropathic pain from after 
cancer care, fibromyalgia, re-current headaches and migraine, and then the not as familiar diseases 
including Ehlers-Danlos Syndrome, Chiari and Syringomyelia, Reflex Sympathetic Dystrophy (RSD), 
childhood scoliosis or Chronic Regional Pain Syndrome (CRPS), which is a fancy name for just that, 
chronic regional pain, that are difficult to diagnose, treat and care for. 
 
For Madison, one could say she is lucky because she has a diagnosis to validate the reasons for her 
chronic pain.  She has Ehlers-Danlos Syndrome, as do her two younger sisters and her mom.  But, 
Madison's EDS is complicated with painful co-morbid conditions, including Chiari Malformation. A 
diagnosis is only the first step.  The challenge is that little is known about EDS and the other 
conditions, leaving this twelve year old with anxiety and fear that no one knows how to stop the 
overwhelming pain.  Madison, with two of her new young friends, Isabel and Autumn, that she met 
through the peer support network of the Improving the Life of Children (ILC) Foundation, now have 
their own motto; AIM for Hope (AIM being the first initials of their names).  They know all too well 
the effects of suffering for years undiagnosed and misunderstood, while chronic pain takes its toll on 
school, family and social life.  Together, Autumn, Isabel, and Madison AIM to provide hope to other 
children in pain. 
 
For parents, they say “There is nothing worse than watching your child suffer in pain and not being 
able to give them answers to why” and, living in fear of  losing a child when chronic pain is not 
treated.   Loss, as in the case of Dominic Boivin, a teen in Calgary who ended his life with feelings of 
fear and isolation, without any degree of hope because there were no answers and he didn’t have a 
peer support network. 
 
ILC’s Founding Ambassador of Hope, Brooklyn Mills, lives with the devastating effects of Ehlers-
Danlos Syndrome (EDS) but for Brooklyn and her new friends Brittany, Kayly and Erika who 
connected with her through the ILC Foundation peer support network that her parents inspired the 
development of, have experienced the benefit of care through expertise found in the United States. 
 
The month of May is internationally recognized as Ehlers-Danlos Syndrome Awareness month but for 
ILC it means so much more because it also marks a very important time for the Boivin family in the 
memories of their son Dominic.  Dominic suffered for four years with intermittent severe chronic 
pain because of the gaps in best care practice guidelines for a broad and inclusionary group of 
complex chronic diseases.  Looking at Dominic Boivin’s photograph, you can see in his eyes the 
strength he had – his favourite quote was “Strength does not come from physical capacity. It comes 
from an indomitable will” (Ghandi).  Today, almost one year after he passed away, we remember this 
brave and stoic eighteen year old for his inDomitable will, only we ask this of every person, whether 
you live with pain or know someone that lives with pain, whether they are a child or a child at heart, 
or if you are a medical professional or student, we need to work together to envelope the Dominic’s, 
and provide care at the community and healthcare level by bridging gaps. 

 

GIVING HOPE! 
You can help the ILC Foundation help the children, youth and young adults suffering with chronic pain and illness by e-

visiting us at www.theilcfoundation.org and choose how you would like to get involved.  Thank you! 

http://www.theilcfoundation.org/

