
All the positive inventions and ideas that 
benefit human life are based on research
Dr. Ronald Cohn, the President and Chief Executive Officer of SickKids, 
has combined his interests in paediatrics and genetics for several decades. 
Through this work, he looks to uncover various ways to address and alleviate 
metabolic disorders that afflict young people at the earliest stages in 
their life and as they progress into adulthood. Eight years ago, Dr. Cohn 
connected with the team at Jesse’s Journey and discovered a beautiful 
synthesis of a shared mission.

Since then, Dr. Cohn has been involved in a number of research studies 
aimed at targeting the root cause of Duchenne muscular dystrophy.

“When I started this work, Duchenne was seen as a life-limiting disorder in 
that the majority of boys did not make it past 20 years of age,” Dr. Ronald 
Cohn shares. “Because we have become so much more effective at helping 
to protect and maintain their strength, it’s now seen as more of a life-
threatening disorder.” 

People-driven research 
drives innovation forward 
Jesse’s Journey’s partnership of science and families empowers researchers to
ask and answer questions that fundamentally reshape how boys and men live
with Duchenne muscular dystrophy. Donations from our community, and the
stories behind them, are the only reasons we have been able to fund the life-
changing research milestones you will learn more about below.

While science is the method behind our mission, there would be no progress
without people like you. We are happy to share this letter with our community
to describe how far we have come but also a reminder of how far we still need
to go - a journey we can’t take without your gracious support.

Thank you for bringing hope to our community by 
empowering scientists and saving lives. 

I am able to see first-hand how this 
research could revolutionize the treatment 
and care for patients, sooner rather than 
later. I am extremely grateful to Jesse’s 
Journey for supporting my research, which 
would simply not be possible without your 
philanthropic giving.

– Dr. Ronald Cohn, 
   President and CEO, SickKids

The progress is in the details – or, to be more specific, the genomes

• Dr. Cohn’s research is focused on uncovering the
  potential of genome editing with the aim of targeting
  specific duplications in the dystrophin gene. His
  methods have the potential to offer significant
  advances to many individuals living with Duchenne.

• Progress in gene therapy today offers much hope for
  our Duchenne community. It is important we continue
  to advance the science and strive to find more effective
  treatments that not only address the disease in our
  young boys but our older boys and young men as well.

Click here to watch 
our Research Video.

https://www.youtube.com/watch?v=kW2VJ0f-9jI


The power of community advocacy and 
philanthropy has become an essential 
ingredient to clinical research. Your gift 
allows teams, like Dr. Cohn’s, to test an idea 
that may not be fully realizable yet, but 
ultimately leads to larger advancements: “All 
the wonderful things happening – these new 
therapies and the ones currently being tested 
– wouldn’t have gotten anywhere without 
research,” he explains. “It’s organizations, like 
Jesse’s Journey and the power of patient-
initiated advocacy they harness that enable 
this progress to take place.”

Research dollars empower us 
to ask the question, “Is this the 
best we can do?” 
“The reality is that not every single research 
trial will produce a life-altering solution, 
but because of the questions and answers 
research allows us to pursue, we have been 
able to significantly improve the quality of life 
for these boys. We need to continue to build 
upon this momentum to make life better for 
young men with Duchenne, so they can live 
more fully”, shares Dr. Cohn.

“Your donations are the key ingredient in 
allowing us to invest in our ideas and pursue
promising answers without getting 
completely bogged down in granting 
processes. Every dollar you invest into 
research has the potential to dramatically 
impact what can otherwise be a truly 
devastating disease. Without you, it 
would take so much longer to make these 
advancements: the research you are funding 
is the backbone of science.”
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Areas of Duchenne research 

Jesse’s Journey becomes the 
only Canadian charity to provide 

support as a founding partner 
of the Canadian Neuromuscular 

Disease Registry (CNDR), Canada’s 
first patient database that 

facilitates research in Duchenne

Researchers supported by 
Jesse’s Journey identify a 

sequence in the dystrophin 
in the gene that is essential for 
helping muscle tissues function-

a breakthrough labelled as 
finding a “needle in a haystack”
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When Jesse’s Journey was 
founded, there were no 
clinical trials targeting 

Duchenne and no 
approved treatments

Jesse Davidson Post-
Doctoral Fellowships 

were awarded to 
researchers focused on 
gene therapy, making 

significant contributions 
to this area of study

Since Canadian Researcher 
Dr. Ronald Worton co-
discovered the gene for 

Duchenne, the average life 
expectancy of a child with 
Duchenne has increased 

from late teens to close to 30

Researchers supported 
by Jesse’s Journey prove 

the gene responsible 
for Duchenne can be 

repaired

Researchers supported by Jesse’s Journey 
become the first to create a dystrophin 
“microgene” that is improving muscle 
function in dogs and may soon be ready 

for clinical trials in patients

Researchers supported by Jesse’s 
Journey discover Duchenne is a stem cell 

disease which will lead to further drug 
targets for Duchenne
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Granting more than $13.1 million across 45 research projects worldwide
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Click here to read about 
the projects we fund.

https://www.jessesjourney.com/duchenne-research/projects-we-fund/


More that 25 clinical trials 
targeting Duchenne are now 
underway involving boys at 

clinics across Canada

Researchers supported by Jesse’s
Journey began to address the 

heart component of Duchenne

Researchers supported 
by Jesse’s Journey begin 
to utilize the CRISPR/
Cas9 genome editing 

technology

Jesse’s Journey hits its highest funding year to date 
and, for the first time, grants $1 million dollars to 

clinical trials in Canada

Jesse’s Journey funds novel research focused on 
improving the delivery of gene therapies (supporting 

a high unmet need of the Duchenne population 
with point mutations), and funds the first grant 

toward patient care and sexual health
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Jesse’s Journey supports 
research focused 
on improving re-

administration of AAV 
gene therapies

Researchers supported by 
Jesse’s Journey conducted 

phase I/II clinical trial 
delivering myoblasts to 

Duchenne patients

Jesse’s Journey continues 
to exceed our number of 

granting applications each 
year, attracting research 
proposals from leading 
Duchenne researchers 
from all over the world
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Behind these scientific 
milestones are the very  
real stories of the lives  
you are changing 
Hear from Eric Morden, a young man whose 
life would look a lot different if it weren’t for 
the progress you’ve made possible
I was diagnosed when I was two years old, so I can’t remember 
what that was like. All I know is it was very tough on my parents, 
and my whole family came together to help them deal with the 
news. One of the big steps they took to cope with the news was 
to connect with Jesse’s Journey. I have been part of the ‘family 
of families’ at Jesse’s Journey as long as I can remember. It’s been 
totally transformative in terms of how I deal with my disease and 
everything that goes along with it.

In of itself, managing Duchenne is very stressful and hectic. My 
care roster includes a bone doctor, neurologist, cardiologist and 
family doctor – not to mention the researchers I work with during 
the clinical trials I take part in.

Participating in trials can ask a lot of the families involved. For my 
family in particular, at the start, we were driving to London every 
week for my injection. I will be honest: the injections are tough. 
Especially when I was young, I can remember screaming when 
they went in. However, over time, the discomfort and complexity 
of our commitments have changed.

A big reason behind these positive changes has been the 
treatment improvements made by researchers. While a three-
hour drive and IV once a month is still disruptive, when you realize 
the solution is working and you feel stronger, it is absolutely 
amazing. Not only because you experience the benefits first-hand, 
but because you know you are supporting those researchers to 
make huge improvements for countless other people.

Click here to read more 
about the Morden Family

https://www.jessesjourney.com/families/morden-family/


jessesjourney.com@defeatduchenne @jesses_journey @jesses_journey @jessesjourney

Eric and his family have been involved in fundraising and advocacy with Jesse’s Journey for more than 15 years. These are just a few 
pictures of him and his family presenting donations for Duchenne research to Jesse’s Journey Founder, John Davidson.

I deal with stuff someone without a disability would never
even think of. Every day, I need to stretch, do breathing
exercises and constantly ask for help doing things like
having a shower or getting up off the couch. When most
people fall, they can laugh it off and get right back up, but
that’s not how it works for me: One time, I slipped and fell
at a friend’s house and broke my femur. Year after year, my
bones get weaker, and I am more at-risk for these types of
thing happening, which may totally change how I live and
get around.

Having a disability definitely teaches you to be more
empathetic and recognize the stigma and limitations that
surround being differently-abled. Not only do I have to face
the slow drain of my strength and the loss of the abilities I
had maybe not even five years ago, but a curb or set of steps
may mean the difference between whether or not I can
enjoy a normal dinner out with my friends.

But, none of this means I live without hope. The trials you
help support are a big part of the reason I am reaching

milestones that, previously, were totally out of reach for
someone with Duchenne.

The hope you fund moves me forward – through every
difficult part of my trials and every painful or inconvenient
aspect of my days.

Thanks to you, I have so much to look forward
to. Your contributions to our cause have helped
me realize there are people out there who do
not care about my Duchenne differences –
except in that they want to uplift and celebrate
how far I’ve come.
What I want to say to the young boys, who have just been
told they are like me, do not give up: there are scientific
advancements moving forward that may change your life. As
we wait for those new approaches, I promise to use my voice
to influence the solutions that will help make your life a little
easier and a little more hopeful.

Donate today and let’s change the
question from, “Is this the best we can do?”
to “How far can we go?” and ensure the
answer is all the way.

Although we have come so far, we refuse to believe this
is the best we can do for young men with Duchenne.
This diagnosis should not include a shortened life
expectancy and a lack of the free-spiritedness and
quintessential milestones that make growing up so
much fun. Boys coping with his complex disease should
look forward to a long life, free from the pain and
mobility issues we currently accept as par for the course.

Click here to 
donate now.

https://www.jessesjourney.com/donate/

