Dr. Makary,

My name is Walker Burger.

[ am writing to you today as a patient with Barth syndrome. A rare and frequently fatal
mitochondrial disease that affects fewer than 200 individuals in the U.S., Barth syndrome often goes
undiagnosed for years, sometimes with devastating consequences.

For 27 years Barth Syndrome controlled everything I did, but now I am living the life I could only
dream about before.

I was diagnosed with cardiomyopathy and low muscle tone as an infant and I was diagnosed with
Barth syndrome at nineteen.

Growing up, physical activities had to be modified. Even something simple as walking, was a
challenge for me. I was driven around at summer camp to save my limited energy. I couldn't
participate with my peers because I simply could not keep up with them. After graduating from
college, I was able to work full-time, but I had no energy to do anything else.

In August of 2017, the TAZPOWER study began and on my way to the study site, [ was running late
to catch my flight. I needed to run to my gate, but my legs just wouldn’t let me. My heart was
pounding. I arrived as they were closing the gate with tears in my eyes, full of disappointment and
frustration from thinking I had missed a chance to try a life-changing therapy. Thankfully I made it!

I participated in the randomized double-blind clinical trial for elamipretide, not knowing whether I was
on placebo or active drug. Gradually after receiving the study medication, I began feeling more
energy! [ was able to come home from work and not go straight to bed.

My energy, strength and attitude continued to improve. I was able to walk farther with fewer breaks
and had the energy to meet friends after work. I was just happier and more pleasant to be around. I
was enjoying life more.

Even people at work who had no knowledge of the trial commented that I seemed to be more
energetic, happier and less tired. I never had so much energy in my entire life! I still did not know if I
was on the active drug but guessed I probably was.

I eventually had to go through a washout period prior to starting the second leg of the trial. During
the washout and second leg of the trial, I gradually was completely back to my old self- tired, weak
muscles, drained of energy and frustrated. The momentum and strength gained were gone as I also

became depressed.

Following the clinical trial, I remained on drug in the open label extension. During this time, I
gradually regained more energy and strength.

I have now been on the study drug for 7 years. The improvements in my strength, energy and quality
of life have continued consistently and uninterrupted. As I now exercise four times a week for 90 min
and have more energy, as I’ve never had in my life!



I hope others don’t have to wait 27 years like I did—or suffer as much—for the same chance to live
fulfilling life. This is bigger than me. I hope one day all those living with Barth syndrome can live
the life I’'m living now. It’s truly the life I could only dream about before. I also hope that the drug is
approved for all ages. It has been particularly beneficial for infants that have been put on it for
emergency use, at a time when they needed it the most. Elamipretide has truly saved their lives.

Because we are so rare, I know these children personally. I am in hopes for them to have continued
access to elamipretide as [ am for myself. I also have a nephew who has Barth syndrome and hope he
one day will have access to elamipretide.

Like most pharma companies in the rare and
ultra-rare disease space, Stealth is small. These
unquantified delays have consequences not only
for the patient but also for the company that I
am depending upon to manufacture the drug
that has changed my life. No more delays.

The FDA has told us that our voice is important.
We have told you how our lives have improved ~
while taking this drug on many occasions. We
need you to listen to what we have shared and
approve this life-changing and in many cases
life-saving drug for all those who have Barth
syndrome of all ages. Our lives are in your hands.

The most important thing I want you to know is this... If someone were to ask me today if I have the
symptoms of Barth syndrome, I would say no, I had the symptoms of Barth syndrome.

Thank you,

Walker Burger
770-714-9633


https://vimeo.com/1044465582

