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www.barthsyndrome.ca November 2021 
President’s Report  by Susan Hone 

As 2021 quickly comes to an 
end, I am ready to see if 2022 
will bring us some relief from 
this global pandemic. Living 
with someone affected with 
Barth syndrome, who can be 
immune compromised at times, 
has definitely put me on high 
alert for almost two years.   

Although we have not been 
able to get together in person, 
our Barth families have been 
able to connect virtually 
throughout the pandemic. The 
Barth Syndrome Foundation 
(BSF) has hosted numerous 
events including monthly zoom 
calls (some with guest 
speakers), a virtual Science and Medicine Symposium in 2020, zoom meetings for 
affected individuals and sibling get togethers to name a few.  

Barth Syndrome Foundation of Canada (BSFCa) welcomed a new family to our Barth 
family in 2020. Read about their Barth journey in this edition. 

Research is a priority in trying to find 
a treatment or cure for Barth 
syndrome. BSFCa participated in the 
2020 and 2021 BSF Research Grant 
Program. In both years we provided 
funds in partnership with Barth 
Syndrome UK. The grant in 2020 was 
awarded to Robin E. Duncan, PhD, 
Associate Professor, University of 
Waterloo, Waterloo, ON, Canada. 
The title of her research is the 
Investigation of a new nutraceutical 
for treatment of Barth Syndrome.  
The 2021 recipient was Jason Moffat, 
PhD, Professor, University of 
Toronto, Toronto, ON, Canada. His 
research is on Surveying TAZ 
genetic interactions and mutational 

landscape in human cells. For more information, please visit our website. 

(Continued on page 8) 

Planning Meeting 2017. Photo submitted by Susan Hone 

Pridgen Family. Photo submitted by Laurel Pridgen 

https://www.barthsyndrome.org/research/grantsawarded/duncan-2020.html
https://www.barthsyndrome.org/research/grantsawarded/duncan-2020.html
https://www.barthsyndrome.org/research/grantsawarded/moffat_2021.html
https://www.barthsyndrome.org/research/grantsawarded/moffat_2021.html
https://www.barthsyndrome.org/research/grantsawarded/moffat_2021.html
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A huge Thank You to our Wonderful Volunteer Les! 

BSF Canada relies heavily on and greatly appreciates the many 

volunteers that make this Foundation function. Les is one of those 

important individuals who has stood by us since the very beginning. 

Over the years, we have come to rely on Les for many, many things. He 

has helped us out in all aspects of the Foundation such as Board advisor, 

head cook at planning sessions, newsletter editor, silent auction 

contributor including his woodworking creations, sharing experiences 

working with other foundations and resources and so much more. Les 

has worked tirelessly with us and for us, and importantly, he also told us 

when to take a break. We are very sorry that Les has asked to step aside 

at this time, and would like to thank him very much for all of his time, 

effort, wisdom, dedication, and commitment. Thank you!  

A website re-design has been in progress for the past several months, and we hope to go live shortly.  

Taking the current needs and trends into consideration, we have built a robust website that will work 

well on both computers and mobile devices, is current, has critical information, plenty of pictures, and 

will have a much-improved search capability. More details to follow soon. Once we are live, please 

come check it out and let us know what you think.  

Thank You to our Wonderful Volunteer Les!  by Christiane Hope 

New Website Coming Soon! Photo submitted by Christiane Hope 

Les. 

Photo submitted by Lois Galbraith 

New Website Coming! by Christiane Hope 
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Congratulations Ryan and Jessica! by Christiane Hope 

Here at BSF Canada, we celebrate Barth affected individuals’ 

milestones—whether it’s learning to walk and talk, 

graduations, birthdays, or any other occasion —they are all 

reasons to celebrate. This summer, a much delayed and happy 

event occurred when Ryan and Jessica tied the knot. We would 

like to offer our congratulations to the happy couple and wish 

them a lifetime of happiness together.  

BSFCa on Instagram @bsfcanada. 

Photo submitted by Jasmine Champagne 

Ryan and Jessica. Photos by Jenifer Boyce Photography 

Check Us Out on Instagram! by Jasmine Champagne 

Looking for more ways to connect with our Barth 

syndrome community? Want to keep up to date on 

what’s happening with clinical trials?  Barth 

Syndrome Foundation of Canada is now on 

Instagram, come check us out! 

Barth Men at the Wedding. Photo submitted by Susan Hone 
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A Letter from the Pridgen Family by Laurel Pridgen 

Dear Barth Syndrome Foundation of Canada Family and Friends,  

We are so grateful for the opportunity to be able to share a small 

portion of our family’s story, since our two boys were diagnosed 

with Barth syndrome in June of 2020. Our family lives in Calgary, 

Alberta, Canada and we are Steven, Laurel, Hannah (5), Jonathan 

(3.5), and Micah (2). Our son Jonathan was hospitalized at four 

months old with a strange infection in his lymph node on one of his 

shoulders. We didn’t think much of this, as children do get 

infections. It wasn’t until the 6th or 7th hospitalization for other 

infections and mysterious skin spots, that we anticipated that there 

could be an underlying issue.  

When a diagnosis couldn’t be found, a genetic test was conducted in 

early spring of 2020, which resulted in us receiving the news that he 

had Barth syndrome. Steven accompanied Jonathan to his 

appointment for the test results and I listened in with my newborn 

and my daughter in the hospital’s parking garage via Zoom (as a result of the Covid-19 pandemic 

restrictions). I remember hearing bits and pieces of what the hematologist was saying, trying to feed my 

baby in the car, and dealing with the issues of a bad connection. When Steven got back to the car, he 

handed me a packet of information on Barth syndrome and upon reading just the first paragraph, I knew 

our lives were never going to be the same again. That day, month, and months to follow would be really 

difficult for us. We learned that Micah needed to be tested as well. Unfortunately, Micah also was 

positive for Barth syndrome. I believe Jonathan saved Micah’s life, because without Jonathan’s strange 

infections and spots, we could have ended up in the hospital with Micah in 

heart failure. 

Jonathan’s Barth syndrome manifests mostly with severe neutropenia, muscle 

weakness, low muscle tone, eating struggles, as well as frequent skin lesions 

that are painful and look like skin infections. We are currently waiting for 

results for another broader genetic test to conclude if these spots are outside of 

his Barth syndrome diagnosis. Jonathan’s heart has been stable, with some 

thickening. Micah has been on heart medications since his first day of 

diagnosis. So far, he does not have neutropenia. In January of this year (2021), 

we were told by our cardiologist that Micah may be leaning in the direction 

towards a heart transplant because he was doing so poorly. His eating and 

weight gain had been poor for a long time, and we had chosen to place an NG 

tube for Micah early on. However, in the beginning months of 2021, Micah 

had chronic diarrhea and needed to be hospitalized for 45 days to figure out the 

cause and how to treat this. After many diet changes, we found a formula that 

helped curb his diarrhea and we were discharged with a G tube. Since June of 

this year, Micah has responded well to his medications, and thankfully, we 
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have not had another conversation about a heart transplant. We 

have experienced so many miraculous things with our boys. We 

are fortunate that both boys are presently doing well! 

Jonathan attends a therapy preschool here in Calgary to help assist 

him in his delays with speech and low muscle tone. Although he 

complains when he walks long distances or goes up stairs, he 

always has a big smile. We don’t take any milestone or 

accomplishment for granted! Jonathan is starting to put more 

words together and really loves to play with his siblings. Micah 

has recently started to walk and is very chatty! Both boys love 

trains, cars, dogs, and making people laugh.  

Between our boys, we often have around eight hospital 

appointments each month, along with therapy, as well as at least 

once a month emergency room visits for a variety of reasons. We 

live a short drive away from our hospital, so we are very lucky. I 

decided midway through last year to go on a caregiving leave of absence from my job as a children’s 

pastor to care full time for our family. I have no regrets at all about this decision! It has been incredible to 

see, firsthand, the growth and development of our boys (and girl). We are so thankful for our healthcare 

here in Canada and we really feel we have the best team members to care for our boys at the Alberta 

Children’s Hospital, along with our pediatrician.  

A book I am reading right now (Raising Special Stars by Mattie Book) refers to all the hats we wear as 

medical parents. Figuratively speaking, the hospital hat is the baseball cap—with the name of the hospital 

proudly sewn on to the bill. We believe that we were meant to be in Alberta for our journey and that the 

Alberta Children’s Hospital is “our” place. I could go on and on about how 

timely and amazing this team at the hospital has been for us as we have 

been through our worst year of receiving a medical diagnosis such as Barth 

syndrome. 

For our future, we look forward to attending a Barth syndrome conference 

(in person) to meet the rest of the Barth families in-person. We also join 

them in waiting and hoping for a cure for Barth syndrome. I have decided, 

because of our boys, to change my own life path and pursue a degree in 

nursing. I really believe that we can make a big difference in this world by 

how we serve others, especially those who are hurting or sick. We value 

our Barth syndrome community, by how they serve one another and have 

devoted their time, resources, and more to finding a cure. We are so 

thankful and proud to be a part of the Barth Syndrome Foundation of 

Canada and the families that make up the rare disease community.  

A Letter from the Pridgen Family (Continued) by Laurel Pridgen 

All pictures courtesy of Laurel Pridgen 
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Barth Syndrome Foundation of 
Canada has a few major focuses; 
saving lives through education 

and awareness and finding a cure 
for Barth syndrome. We have 
found a way to help with both of 

those goals. BSFCa now has our 
very own Swag Store!! You can 
purchase a variety of items and 

personalize them to your 
preferences. Not only are you 

showing your love for BSFCa, but you are also raising awareness and funds because 20% of every sale is 

donated back to the Barth Syndrome Foundation of Canada! 

BSFCa Swag Store  by Jasmine Champagne 

5K Race Participants 2021. Photos submitted by Laurel Pridgen, Lynn Elwood, and Jasmine Champagne          (continued on Page 7) 

BSFCa Swag. Photos submitted by Jasmine Champagne 
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Over the month of May, we had runners, walkers, bike riders and even someone on snowshoes take part 
in our 2nd annual Barth Syndrome Foundation of Canada Virtual 5K! It wasn't about competing, training, 
or getting a certain time, it wasn’t about the crowds or the bling or the race route (although the bling was 
pretty awesome). It was about health, moving our bodies, coming together to raise awareness and funds. 
The POWER was in the fact that we were all working towards a cause bigger than ourselves.   
              #StrongerTogether 
BSFCa has a mission, to educate, to bring awareness, to support families affected by Barth syndrome, 
and to fight for a cure. Funds raised from the 5K go towards the Foundation and funding research that 
gets us one step closer to our goals. TOGETHER, during the month of May, we raised over $9000!! 
Thank you to everyone who joined us to make this year's 5K event such a success. The Barth Syndrome 
Foundation of Canada is so grateful to each of you that participated ~ whether you were running, 
walking, hiking, cycling, cheering or sent a donation ~ YOU are all making a difference!  

2021 BSFCa Race by Jasmine Champagne 

5K Race Participants 2021. Photos submitted by Lynn Elwood, Robert Hope, and Steven Graessle  
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Going Green! 

 

 Barth syndrome is a rare, genetic disorder primarily affecting males around the world.  It is caused 

by a mutation in the tafazzin gene which results in an inborn error of lipid metabolism. This error causes, 

in various combinations and varying degrees:  cardiomyopathy (disease of the heart muscle), neutropenia 

(an abnormally low count of a type of white blood cell that helps fight off infections), underdeveloped 

skeletal musculature and muscle weakness, and severe growth delay and exercise intolerance. 

 While much progress has been made in treating Barth syndrome, unfortunately, it still remains all 

too often a fatal disorder.  

What is Barth Syndrome? 
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The clinical studies Tazpower and Cardioman that have been ongoing are 
both complete. The Tazpower trial using the drug elamipretide proved to be 
of  benefit to some individuals with Barth syndrome. Stealth 
BioTherapeutics, developer of the drug, submitted a new drug application to 
the U.S. Food and Drug Administration (FDA) in August 2021. In October, 
BSF received the devastating news that the FDA refused to file Stealth’s 
New Drug Application (NDA) for elamipretide use in Barth syndrome and 
therefore will not fully review the application. We are waiting for Stealth’s 
reply to the FDA. Unfortunately, the Cardioman trial using the drug 
bezafibrate did not have positive results in the test subjects. More 
information is available on our website. Although this is unfortunate, BSF 
and its affiliates will continue to explore other therapies. 

Lastly, but most importantly, we would like to thank all our donors and 
volunteers. You are making a difference! Without you, research into finding 
a treatment or cure could not happen. We are a 100% volunteer organization 
that prides itself on its low administration costs so that more money is 
available to help those affected by Barth syndrome. Thank you for choosing 
Barth Syndrome Foundation of Canada as one of your charities of choice.  
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For donations, please visit www.barthsyndrome.ca/donate   

Adam and Les. Photo submitted by Lynn 

Elwood 

http://www.barthsyndrome.ca/donate

