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www.barthsyndrome.ca March 2020 
Presidentôs Report  by Susan Hone 

Welcome to 2020! Another year has passed by 

very quickly and I would like to update you on 

some of the Barth Syndrome Foundation of 

Canadaôs (BSFCa) accomplishments in 2019. 

One of our main goals is to be able to contribute 

funds and participate in research being done into 

causes and potential treatment for Barth syndrome.  

We have been very fortunate to play a part in the 

Barth Syndrome Research Grant Program thanks 

to our loyal donors. The grant recipient we helped 

partially fund (along with Barth France and Barth 

Syndrome Foundation, Inc.) in 2019 was 

Christopher Y. Park, MD, PhD, Associate Professor, New York University School of 

Medicine, who is researching the Characterization of hematopoietic stem and 

progenitor cells in Barth syndrome. BSFCaôs contribution towards this $100,000 USD 

grant was $20,000 USD. 

The 2020 grant cycle is currently underway. BSFCa will review the recommendations 

of the Science and Medical Advisory Board of the Barth Syndrome Foundation, Inc. to 

decide which grant we would like to participate in this coming year. We have allocated 

$20,000 USD towards the grant cycle for this year. 

Another major goal of BSFCa is to support Canadian families affected by Barth 

syndrome. To that end, an Outreach was held in May, 2019 to bring individuals, 

families and friends together for a weekend. This was our biggest Outreach to date. See 

page 6 for more information. We are 

planning on another fun day this fall, 

and will be sending out information as 

plans are made.  

We are excited to announce a new 

member to our Executive Committee, 

Jasmine Champagne. Jasmine lives with 

her husband, Mark, her three-year-old 

son Caleb who is affected by Barth 

syndrome, five-year-old son Jordan and 

two exchange students in B.C. Welcome 

(Continued on page 12) 

John and Jared at 2019 Outreach.  

Photo by Susan Hone  

Caleb, Jasmine and Jordan. Photo by Jasmine Champagne 
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A number of years ago my parents received a special stuffed Barth bear, 

quickly named óBaby Barth Bearô (or BBB), and became the family mascot 

to take along on trips and help raise awareness about Barth syndrome. After 

a few trips with my parents, which BBB claimed were boring, I decided to 

give him a few experiences that he otherwise would not have had. In 2018 

we toured Ireland, making sure to include a well-known brewery and a 

famous whiskey distillery, and, in June of 2019, he joined me on my 

Canadian west coast trip. The following are BBBôs thoughts and views of 

the journey as dictated. 

ñWhile flying is not my favourite mode of transportation, I was very 

excited to be going somewhere againðit has been very boring just sitting 

on the corner of the desk. After landing in Vancouver, I insisted that we 

take a walk through a beautiful park along the water before going to an 

aquarium. At first, I thought looking at sea creatures would be tedious, but 

when an otter came along for a chat, things became much more interesting. 

The main reason for this trip, was to go on a train ride through the Rocky 

MountainsðI have never seen anything that high before. It was the middle 

of June, and there was snow at the top, glad we were not hiking them! Being 

the social creature I am, as soon as we got on the train, I quickly made 

friends with Jasper Bear--who is now also sporting a BSFCa pin. Jasper has 

made the trip many times, and told us what to watch for. Sadly, while the 

scenery was impressive, we were not able to see any of our bear cousins 

walking in the wild. 

After two days on the train, I was happy to arrive at our stop. We spent a 

couple of days in a small town in the heart of the Rockies looking at lakes 

and mountains, and more snow! Robert even felt that a bus tour to the 

icefields was in order. Unfortunately, the weather was so bad, the road was closed, and the bus had to 

turn around so we returned to our hotel for a day of rest. 

Robert then decided that we should finish our 

vacation with a road trip to some badlands and to 

go see dinosaurs. Upon reaching the Royal Tyrrell 

Museum of Paleontology, Robert really lost itðI 

mean letting me be eaten by an Albertosaurus and 

then trampled by a frilled dinosaur was not going 

to do either one of us any good, other than 

apparently give him a good laugh. After my 

escape, it was time to head homeðmaybe sitting 

on the desk isnôt such a bad thing.ò  

A Barth Bearôs Adventure  by Baby Barth Bear and Robert Hope, 33, Barth Affected Individual  

BBB at Lake Louise. Photo by Robert Hope 

BBB at the aquarium.  

Photo by Robert Hope 

BBB and Jasper Bear.  

Photo by Robert Hope 
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An Interview with Travis by Shelley Bowen, Barth Syndrome Foundation 

What advice would the twenty-four-year-old Travis share with the 
younger Travis? 

Stay active. Move, just move; even if itôs just to walk for two 
minutes or lift two-pounds, keep moving. 

Are you active? 

Yes, I enjoy staying active. Todd Cadeôs research was personally 
meaningful to me because it suggests how important it is for people 
with Barth syndrome to stay active. When you have Barth 
syndrome you donôt burn fat for energy like healthy people, you use 
more glucose. When I was little my cardiologist told me never to 
become a couch potato because it would be harder for me to get 
reconditioned than it would be for a healthy person.  

What else do you enjoy doing? 

I enjoy reading. I started playing guitar at a very early age 
probably around the age of six or eight. It was something that came 
naturally to me. My dad played the guitar and taught me and both of my siblings to play. I took private 
guitar lessons for about six years, then I started teaching lessons. Music lessons were fun, I guess 
because music came natural to me. It wasnôt like school. 

What do you remember about elementary school?   

Not being there. I missed a lot of school. I was sick a lot when I was young. I wasnôt around the kids in 
school on a daily basis. That made it hard to fit in when I was there. They already had their friends. I 
guess I just didnôt really feel like I could relate to other kids in school because they were not a part of my 
everyday life. Thankfully, I had many adult neighbors and friends in my life who were a constant in my 
life. 

How do you feel activity is different now than it was when you were younger? 

Now I tend to know my limits. That took a while. When I was in physical education in school, I was being 
expected to do the same thing others were doing and I couldnôt.  Iôd be pushed or push myself too far and 
it would make me physically ill. Itôs no fun to vomit in front of the entire school. One of the worst 
experiences I ever had was with a beep/bleep test in PE. That was brutal. I heard that it was banned 
because it was inhumane.  If it wasnôt, it should be. 

Is there something that happens or a feeling that you get when you feel you are getting close to that 
threshold of no return with physical activity? 

I got sick many times before I found that line. I wanted to go and still want to go as far as I can. Itôs 
really important to me to remain active. But it definitely sucks to push beyond that line because if you do 
you are out for the whole day. It still happens, but not as often as it did when I was younger. It tends to 
happen more during the winter or right after winter when I am not as active. I feel better when I am 
active. I have to move every day. Small things add up and help me to feel better. Inactivity adds up too, 
only not in a good way. Iôm not suggesting that I am ready for a 5k run but to me itôs not about pushing 
myself to reach the standards of others, my limits are personal.  

What was school like for you after elementary school? 

I left school in the eleventh grade and went back about a year later to the adult educational center. I had 

(Continued on page 8) 

Travis. Photo by Amanda Clark 
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Virtual 5K Run by Chris Hope 

To welcome spring, we are going to have a virtual 5 Km run fundraiser. It is simple and 

easy, and can take place at any location you choose, anywhere in the world. Registration is 

$50.00, and is open from Feb 29th to April 18th. Prior to May 1st, you will receive a custom 

race medal, then anytime during the month of May, you get to run your raceðyou can 

run, jog, or walk on the road, on the trail, the treadmill, on a track, or even at another race.  

You can even bike, if you prefer. You can run at your own paceðall at once, or over as 

many days as you like. When completed, take a picture with your medal and share with us 

on our run Facebook page (www.facebook.com/groups/177156293658074/). 

All proceeds go directly to BSFCa, and will help us continue to work towards finding 

treatments and a cure for Barth syndrome. 

To register, please go to our event fundraiser page: www.canadahelps.org/en/charities/

barth-syndrome-foundation-of-canada/events/virtual_5_k_run. 

Our purpose and mission as a charity is to enhance the lives of those affected by Barth 

syndrome. We use a three pronged attack to achieve thisðwe provide information to 

physicians and health care workers so they can make the diagnosis quickly, and then treat 

their patients accordingly, we educate 

and support the families and individuals 

so they know how to best care for 

themselves, and we fund Barth specific 

research to find better treatments and 

eventually a cure. 

We remain a completely volunteer 

foundation and rely solely on donations 

and grants from generous and caring 

individuals and corporations. We were 

able to offer last yearôs (2019) outreach 

through the benefit of a grant received 

from the Max Bell Foundation. 

2019 Finance Report by Chris Hope 
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