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W elcome to the fourth issue of 
The Edge. We’ve all learned and 

overcome so much in the past year, 
and it is all thanks to community 
members like you and the ones 
featured in this issue.

Gaming is a big part of the 
community, so we were excited to 
sit down with Rak, a gamer/streamer 
with hemophilia. He shares how it has 
helped him cope with the challenges 
in his life. 

You will also meet Max, a musician 
with hemophilia A. Max takes a trip 
back in time to chat with his former 
self about his experiences with 
hemophilia and offers some sage 
advice.

FOREWORD
T H E E D G E  SPOTLIGHTS PEOPLE
IN THE HEMOPHILIA COMMUNIT Y
WHO HAVE NEVER GIVEN UP
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FOR MORE E D G E  CONTENT AND RESOURCES FOR THE COMMUNIT Y, V ISIT: 
 
WWW.GENENTECHHEMOPHILIA.COM 

For our last spotlight, we spoke to  
Dr. Michael Recht, a hematologist who 
works with the American Thrombosis 
and Hemostasis Network (ATHN). He 
shares how new and emerging data are 
helping transform what it means to 
live with hemophilia. 

We hope you enjoy the fourth issue of The 
Edge. We at Genentech will continue to 
support the community, and we hope that 
if there is one takeaway from this issue, it 
is that you’re not in this journey alone. 

– Suha Patel 
Marketing Director – Hemophilia 

Suha Patel
Marketing Director – 
Hemophilia

WE HOPE THAT 
IF THERE IS ONE 
TAKEAWAY FROM THIS 
ISSUE, IT IS THAT 
YOU’RE NOT IN THIS 
JOURNEY ALONE.



I t’s no secret that video games have 
gotten a bad rap, often viewed as an 

unhealthy and antisocial activity. But to 
gamers with hemophilia, they’re actually 
anything but. Gaming provides many 
people with hemophilia an outlet to an 
alternate world, one where they’re not 
limited by their disease. “When you need 
a getaway, an escape, or are just looking 
for someone to hang with, video games 
and the communities around them are 
always there to help,” says Rak, a gamer 
with hemophilia who sits alongside his 

hemophilia A community, The Bloodless 
Battle. The competition featured 8 
hemophilia gamers, including Rak, who was 
a team captain. Most of the participants 
had never played with another gamer with 
hemophilia, so it was a unique opportunity 
to bring them together and allow them to 
share their experiences. “Being able to 
connect with other gamers like me and 
just talk about life was really amazing; 
it reminded me of the old camp days,” he 
says, referring to his earlier days going 
to recreational camps for people with 
hemophilia. Rak still keeps in touch with 
the other gamers he met and even has 
something planned for an upcoming stream 
on his Twitch channel. 

The Bloodless Battle was created for 
people like Rak, who don’t just play for 
entertainment—they play to overcome 
challenges, escape from reality, and find 
a way to connect with others. Some may 
say, “It’s just a game,” but to people with 
hemophilia A, it’s so much more. 
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cat and his son in a room with orange and 
black soundproofing, Hyrule Temples, 
and other relics that would impress the 
earliest of game fanatics.

Rak was diagnosed with hemophilia A at 
birth. Growing up, most physical activities 
were off-limits to him because his parents 
and teachers wanted to make sure he 
was safe. “I grew up in a pretty sheltered 
environment… There were quite a few 
years where I spent outdoor recess inside 
a library.” 

Not only did hemophilia take a physical 
toll on him, but it also took a social 
toll. When Rak was young, most of his 
classmates couldn’t understand why he 
had to stay inside. Explaining hemophilia 
at a young age was difficult, so he mostly 
stayed to himself. As Rak got older, to fill 
that void in his social life, he gravitated 
more and more toward gaming. “My 
reserved personality kind of carried into 
gaming at first, but as I played more, 
I started to open up with people I met 
through gaming and online.” 

In December of 2020, Genentech 
partnered with Twitch Rivals to create 
the first-ever esports tournament for the 

BEING ABLE TO 
CONNECT WITH OTHER 
GAMERS LIKE ME AND 
JUST TALK ABOUT LIFE 
WAS REALLY AMAZING; 
IT REMINDED ME OF THE 
OLD CAMP DAYS.

WHAT GAMING MEANS TO THE 
HEMOPHILIA COMMUNIT Y 

I F  YOU’RE INTERESTED IN  BE ING A 
PART OF FUTURE GAMING EVENTS, 
V IS IT  GENENTECHHEMOPHIL IA.COM 
AND EMAIL  THE ADDRESS L ISTED ON 
THE “NEWS & EVENTS” PAGE 

IT’S MORE  
THAN A GAME

...I STARTED TO OPEN UP WITH 
PEOPLE I MET THROUGH GAMING...

Rak
Gamer with  
hemophilia A
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Max, I’m you from the future.  

Y eah, those are real tattoos. I’ve come from the past to find you—well, me—
because I want to help. Don’t believe me? Here’s the scar on our leg from that 

time we tried to whittle with Dad’s pocketknife. That was a mistake. Don’t do it the 
second time (please!) because you’ll end up with this one on your finger. Still don’t 
believe me? How about this:

You fall asleep listening to Jewel every night. You also like the Backstreet Boys, 
even though you won’t admit it. C’mon man, there’s no shame in it. You’re drawn 
to that stuff because Jewel is brutally honest and boy bands are the most popular 
thing in the world right now, and you wish you could be that honest and have that 
kind of acceptance. Don’t worry, I’ll help get you there, but you’re gonna have to 
listen to me.

You need to stop running from your hemophilia. I know it’s hard and the bleeds are 
painful. I know the needles are rough. They’re the worst. But you can’t sweep what 
it’s doing to you under the rug. You’re not actually hiding it from anyone. What 
you’re really doing is pushing people away who care about you. If you keep doing 
that, then after a while, they’re gonna stay away and you’re just gonna feel worse.

If you really want to make things easier on yourself, then you need to talk about 
how you feel. You gotta just be honest. Be honest with yourself. Be honest with 
Mom and Dad about how you feel instead of trying to find other reasons to feel 
bad. Tell them that you’re having a hard time comprehending your own existence, 
learning to live with a chronic condition, and trying to be a kid all at the same time. 
It’s exhausting. I’m exhausted being an adult with hemophilia. But the difference is, 
I tell people. And guess what? They understand!

Share with the other hemophiliacs in your life. Get to know them, don’t tune them 
out! The hemophilia community is full of people who want you to open up, and you’ll 
feel better when you do. 

The future is bright, Max. I’ve come to tell you that there are more treatments 
coming and there’s research happening every day! Plus, I have this small metal 
rectangle that holds basically every song ever made… and it’s also a camera! Life is 
gonna get awesome and I wanna set you up to be in the best possible headspace to 
receive the goodness ahead of you.

I’m glad we had this little talk, Turkey. Yeah, we never stop hating that nickname, 
but I couldn’t resist. 

Gotta go!

Future Max

THE HEMOPHILIA 
COMMUNITY IS FULL 
OF PEOPLE WHO WANT 
YOU TO OPEN UP, AND 
YOU’LL FEEL BETTER 
WHEN YOU DO. 

STOP RUNNING

Max
Musician with 
hemophilia A 6

A LET TER TO MY YOUNGER SELF



F ormed over 14 years ago, through 
a collaboration of the United 

States Hemophilia Treatment Center 
Network, the American Thrombosis 
and Hemostasis Network (ATHN) has 
made its mission the transformation 
of care for those affected by inherited 
bleeding and clotting disorders. This 
transformation has been accomplished 
through the collection and analysis 
of detailed data. Dr. Michael Recht, 
an academic pediatric hematologist, 
viewed ATHN’s mission as a way to 
combine a public health approach 
to subspecialty care. Joining ATHN 
as its Chief Science Officer, Dr. 
Recht brought his years of research 
experience as well as his breadth 

USING DATA TO DRIVE THE 
HEMOPHILIA COMMUNIT Y FORWARD
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TO LEARN MORE ABOUT ATHN AND HOW THEY 
ARE CHANGING THE L IVES OF THOSE AFFECTED 
BY INHERITED BLEEDING AND CLOT T ING 
DISORDERS,  V IS IT  ATHN.ORG 

...TRANSFORMING 
THE LIVES OF PEOPLE 
WITH INHERITED 
BLEEDING DISORDERS 
WILL ALWAYS BE THE 
OBJECTIVE...
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says Dr. Recht. With the use of new 
technology, healthcare providers are 
able to answer questions like never 
before, resulting in an elevated 
understanding of the community and 
improved care. 

Genentech has been working with 
ATHN for a number of years, helping 
to create one of the organization’s 
most notable projects, ATHN 
Transcends, a natural history study 
of the safety, effectiveness, and 
usage of treatment for people with 
hemophilia and other inherited 
bleeding and clotting disorders. ATHN 
Transcends allows researchers at all 
of the ATHN-affiliated HTCs in the 
US to examine the range of therapies 

THE AMERICAN THROMBOSIS  HEMOSTASIS  NETWORK&

of experience caring for patients 
affected by these conditions to help  
ATHN and all of their collaborators to 
work toward a single goal: improving 
the lives of people living with bleeding 
and clotting disorders.

Collection of research and 
surveillance data are the backbone 
of what ATHN does. By pairing with 
hemophilia treatment centers (HTCs) 
and patients across the nation, 
ATHN is able to track different 
blood disorders, treatments, genetic 
information, and so much more. But 
the data aren’t their greatest benefit. 
“The most important benefit of ATHN 
is the ability to form collaborations,” 

and the therapies’ safety profiles. 
One of the many goals of ATHN 
Transcends is to help treaters, 
patients, and families make the best 
possible therapeutic decisions.

A lot has changed in the inherited 
bleeding disorders treatment 
landscape since Dr. Recht and ATHN 
first joined forces, but there is one 
thing that has remained constant. 
“Our commitment to the hemophilia 
community and the promise of 
transforming the lives of people 
with inherited bleeding disorders 
will always be the objective,” says 
Dr. Recht. Fourteen years later, 
they have exceeded their goals and 
changed lives. 

Dr. Recht
Pediatr ic  Hematologist , 
Chief  S c ience Of f icer 
at  ATHN

MEET DR. RECHT
Dr. Michael Recht is an academic 
pediatric hematologist and the 
Chief Science Officer at ATHN.  
He obtained his undergraduate, 
graduate, and medical degrees from 
the University of Wisconsin. He 
completed his pediatric hematology 
training at Yale University School 
of Medicine, where he was first 
introduced to the care of all people 
affected by bleeding disorders.  
When Dr. Recht isn’t working, he 
enjoys spending time with his wife, 
daughters, and the family dogs  
(2 Labs and a Doodle).
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TO STAY UP-TO-DATE ON 

GENENTECH’S EFFORTS TO 

SUPPORT THE COMMUNIT Y,  V IS IT 

GENENTECHHEMOPHIL IA.COM
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