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OHF 2017 Walk in OKC  

OHF is gearing up for our annual walk.  This year is even more exciting 
as we are changing the name to encompass more individuals and fami-
lies with bleeding disorders.  The National Hemophilia Foundation has 
rebranded the walk across the country resulting in greater national 
recognition. On the local level our goal is to build unity within the com-
munity with the common goal of commitment, passion and relentless 
dedication to finding better treatments and cures for ALL bleeding dis-
orders and helping individuals live life to the fullest with a chronic con-
dition.   

The money that we raise in Oklahoma will all stay here locally to help 
fund the programs and services, including Camp Independence, that 
OHF offers. The walk will be an opportunity to gather locally – as one 
family – to celebrate, encourage and thank one another for the vital 
impact our fundraising efforts have on our own Oklahoma Hemophilia 
community. 

Our walk this year will be on June 2
nd

 at the Tulsa Zoo.  The check-in 
time is at 9 am and walk start time is at 10 am.  Your admission is in-
cluded with your walk registration. However, since this is our largest 
fundraiser of the year, we are asking that every individual raise at least 
$25, which will then also include a Unite for Bleeding Disorders t-shirt 
from NHF.  Every participant is important, every donation will help OHF 
reach further and help more people with a bleeding disorder. Our goal 
this year is to have 250 participants and raise $80,000! 

All past, present and future team captains – we will be having two kick 
off dinners to help you get started on your recruitment for your teams 
and your fundraising efforts.  Not only will we be learning more about 
the new website and walk details, but we will even have the opportunity 
to listen to ways to share your story in a meaningful way to help with 
fundraising and advocacy efforts.  We hope that you can attend!! 

    Oklahoma City – Thursday, April 5th, 6:30 pm 

    Tulsa – Friday April 13th, 6:30 pm 

Please rsvp to Michelle Gregory at mgregory@okhemophilia.org with 

the location you will be attending and how many will be with you.          
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CAMP INDY 

 

My name is Cory Kosemund and I am 18 years old. I have a bleeding disor-
der called vWD Type 1. I was born 11 weeks and 3 days early and diagnosed 
when I was 2 weeks old. My doctor tested me because my sisters had al-
ready been diagnosed so he figured I probably had it too and he was cor-
rect.  

The hardest part about living with vWD is that I can never donate blood or 
be able to play certain sports.   One of the biggest challenges I have had to 
face is when I was fourteen. I had my first bad joint bleed in my knee, but at 
the time I didn’t know that joint bleeds even existed, so I screamed a lot 
and panicked. My mom was scared too, but the blood disorder team at chil-
dren's hospital just smiled and said, 
“don’t be afraid, nothing is torn, and we 
will fix it.”  That following year at OHF 
camp we learned in LaLa all about joint 
bleeds and that is how I overcame that 
fear. 

OHF has always been so helpful and al-
ways reassured us that everything is ok 
and will be okay. OHF knows exactly how 
to teach us and encourage us. OHF also 
keeps us up to date on new ideas or con-
cerns. 

Through all of my journey so far, I have 
learned a lot. One piece of advice that I 
can give other kids with vWD is if your 
joint is hit and squishy, don’t panic. It is 
just a joint bleed and can be fixed but 
you need to go see your Doctor and do 
what they say.  

CORY KOSEMUND, MY VWD STORY  

 

 

vWD  Fact 

Von Willebrand's Disease 

is the most common 

bleeding disorder, affect-

ing up to 1% of the US 

population. It is carried 

on chromosome 12 and 

occurs equally in men 

and women. 

(from NHF website)  
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OHF FAMILY CAMP 



 MY MEMORIES OF CAMP-SARAH M. HAWK   

Dr. Sexauer and Beverly Hahn RN (later, Ste-
vens) established the Oklahoma Hemophilia 
Treatment Center around 1978. As the only 
Center in the Oklahoma, we also see patients 
from Arkansas, Texas, Kansas and Missouri as 
well as caring for occasionally students and 
travelers from overseas. We have the joy of 
seeing 4 generations of families, starting be-
fore birth and up into their 90’s. 
 
Camp Independence was co-ed almost at the 
onset – to accommodate our own Katie Dun-
can.  Dr. Sexauer loved to take the kids out 
fishing and was quite a rough & ready camper 
– sharing his expertise as a scout leader. I 
heard all sorts of tales about cabin pranks – 
between campers and after lights-out - be-
tween staff.   Betty Lockler fed us for many 
years – and lucky campers loved her home-
made cinnamon rolls but found out that late-
night kitchen raids risked a tirade.  
 
My first camp was in 1989 – 6 months preg-
nant and trying to get up to speed on the sto-
ries of previous adventures and 1st year teas-
ing of ‘snipe’ hunts, bears and the proper 
technique for S’mores. I’m so glad the Chapter 
has started the Family Camp weekend, so eve-
ryone can have a taste of the fun and yet-to-
be-campers can get a glimpse of what the fuss 
is about for our incredible week each June. 
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2017 Junior Counselors at Camp Independence Enjoy a Day of Service 



OHF HOLIDAY PARTY 
2017 

Dec. 9th, 2017 was a magical 

day.  OHF families filled the 

South Lakes Park Center in OKC 

for a fun day of cookie decorat-

ing, gourmet hot chocolate, pho-

tos with the Claus couple, crazy 

photobooth, crafts and 

lunch.  Thanks Beth Stallings for 

all your hard work. 

 

Michelle Gregory, the newest member of OHF's team, was hired through a 
grant program offered by NHF (National Hemophilia Foundation) to help 
chapters diversify revenue sources.  Michelle’s business background includ-
ing an MBA and experience working as a Senior Sales Rep for Eli Lilli and Co., 
combined with her nonprofit experience make her a perfect fit.  Michelle was 
the development and marketing director for the National Alliance on Mental 
Illness in OKC as well as the deputy executive director for Oklahoma Behav-
ioral Health Associates.  Michelle lives with her husband and two children in 
Edmond.  

Michelle’s work mainly consists of finding, and assisting all of us to find, new 
donors and grants outside of our traditional industry partners.  Michelle and 
Kathleen will also be working to devel-
op a new fundraising event.  Let us 
know if you have any great ide-
as!  Michelle is excited to work in the 
nonprofit world because her family has 
experienced the benefits an organiza-
tion like OHF offers families living with a 
difficult condition. 

Both Kathleen and Michelle are grateful 

to serve the Oklahoma bleeding disor-

ders community.  We welcome your 

participation and look forward to meet-

ing you all soon!  

After  many years of service to OHF, Bob Goodley  retired in August 2017. 
Leaving a legacy of caring and serving the people of Oklahoma with bleed-
ing disorders, Bob is now enjoying retirement with  his wife Ginney, who 
also has given years of service to OHF. 
 
Kathleen Montgomery was hired and began her service as Executive Direc-
tor in August 2017. The OHF office was relocated to Owasso, OK  to be 
nearer to her home. Kathleen has been a successful business owner and 
has a diverse background  in non-profit development and leadership over 
the past 15 years. Kathleen is a seasoned advocate in many settings  in-
cluding leading a committee to pass a state bill. 
Kathleen has four children and two of them are living with severe Hemo-
philia. She has lived in many parts of the country and has been involved in 
the Bleeding Disorders community everywhere she has lived. Oklahoma has 
been home for the past three years 
and now with the perfect job and liv-
ing in a wonderful community, she 
will be here for a very long time. 
 
“Everything we do as a chapter 
should be ‘mission driven, our focus 
will be to serve, educate and advo-
cate for people with Bleeding Disor-
ders in Oklahoma,” Kathleen ex-
plains,” please call me anytime. I’d 
love to meet with you when I’m in 
OKC every month, or in the Tulsa area 
office.”  
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MEET YOUR NEW EXECUTIVE DIRECTOR 

MEET YOUR NEW DEVELOPMENT DIRECTOR 



 

The bleeding disorder community has long been recognized as a strong 

voice in advocating for the needs of those affected by hemophilia and 

related bleeding disorders. OHF offers training and opportunities for 

members of bleeding disorders community to advocate for their needs 

including meeting with their elected officials to tell their story at our 

Day at the Hill in March.  

Advocacy is a year-long process. Advocacy can include: 
 

• Writing letters to your elected officials regarding proposed changes 
to law or regulations; 

 

• Meeting with other state decision-makers, including state depart-
ments of insurance and Medicaid agencies; 

 

• Educating health plans about the needs of the bleeding disorders 
community 

 

• Educating schools and employers about the needs of the bleeding 
disorders community; and 

 

• Advocating to your health care provider about your unique health 
care needs. 

OHF ADVOCACY 

 
Written by John Faria 
 
The Oklahoma Men's Group ( O.M.G.) was formed to bring together Oklahomans impacted by bleeding 
disorders.  This includes those diagnosed with a bleeding disorder (such as hemophilia A and B), a care-
giver of someone with a bleeding disorder, or even a sibling who has seen how a bleeding disorder chal-
lenges their brother or sister.  Today, the Oklahoma Men's Group is working hard to engage the men of 
the bleeding disorder community to further OHF's mission of advocacy, education, and service.  
 
  
The O.M.G. is also a proud participant in HFA's Blood Brotherhood, a program designed to enrich the 
lives of those with bleeding disorders through education, activity, and fellowship.  HFA's Blood Brother-
hood slogan is: "Education. Wellness. Brother-
hood."  Through encouraging us to engage in active edu-
cation, wellness and social programs, HFA empowers 
communities to build close-knit, vibrant, and active lead-
ers taking charge within the bleeding disorders commu-
nity.   
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OHF MEN’S GROUP-BLOOD BROTHERHOOD 

Liz and Gary Decker and Sasha 

Cheatham represented OHF at 

Washington Day's this March  



 

My greatest  

challenge so far 

has been to 

learn how to self

-infuse. 
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KEATON ROBINSON: NOT JUST A OR B, MY STORY  

 

My name is Keaton Robinson. I am a senior in high school and I have a 
bleeding disorder called Severe Factor 13 Deficiency. I was diagnosed when 
I had a minor surgical procedure after I was born. I had bleeding which 
caused me to be re-hospitalized a few days after birth. Then I had problems 
with my umbilical cord. As I grew my mom noticed that I would bruise easi-
ly and get these knots under the skin. She took me to a specialist several 
times in Tulsa. When I was 3 years old, I had a severe bleeding/bruising 
event, but they still couldn’t figure out what was causing it. Finally, at age 5, 
I had another severe bleeding/bruising event and we were referred to the 
Jimmy Everest Center in OKC. They were the ones who finally diagnosed me 
with the rare factor 13 deficiency. It was a shock because we had no history 
of hemophilia in our family. 

 

In 2008, I was in a clinical trial for a new type of drug that would make the 
process of infusing for treatment quicker. However, because this disorder is 
so rare only select few hospitals participated in the trial. We were able to go 
to the one at OU when we lived here but when we moved to Tennessee, the 
closest one to us was 260 miles away, in Atlanta Georgia. However, my 
mom and I traveled the 520-mile round trip every four weeks for four years 
so that I could receive this new treatment.  Since now I only treat myself 
every four weeks, I find it challenging to remember because time gets away 
from me.      
 

My greatest challenge so far has been to learn how to self-infuse. It just 
doesn’t seem natural to do that. I still feel anxiety every time I must do it, 
but I do, and I’m glad every time when it is over. I try to overcome most 
challenges this disorder brings me but unfortunately, my dream of joining 
the military is one that I cannot overcome.  
  
 
I asked my mom, Rachael Robinson, how we became involved with OHF. 
She said that ten years ago, Scott Robison, the Social Worker at the Jimmy 
Everest Cancer Center, suggested that we attend the annual meeting.  At 
the time she didn’t think it would be relevant because I was the only one in 
all the surrounding states to have factor 13 deficiency. But we went, and my 
mom has said that she is always grateful that we did. It has given our family 
a sense of community and it always helps to hear the challenges that others 
have faced.  Camp Independence has been a great experience for both my-
self and my sister, Samantha. We missed going to camp for a few years 
when we lived in Tennessee, but we were so excited when we moved back 
to Oklahoma to get involved in OHF again. 
 
If I could offer other teens a piece of advice it would be this, “Do not let 
your disorder limit your life; do not live in fear of what might happen be-
cause you do something you technically shouldn’t do. Take every oppor-
tunity you can, to have the best possible life you can.” 
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              THE HISTORY OF THE RED JACKET GOLF CHALLENGE  

 
 
 
Since 1994, OHF has been committed to providing the best golfing experience to Oklahoma's generous spon-
sors.  The Red Jacket Challenges is a key fundraising event that provides OHF funding to continue the mission of ed-
ucation, advocacy and service to the bleeding disorder community.   
 
Why the Red Jackets? 
 
The Red Jacket symbolizes overcoming the challenges of bleeding disorders and continued advocacy efforts here in 
Oklahoma.   Through donning the Red Jacket at the annual Golf Classic, volunteers share the burden of overcoming 
bleeding disorder challenges and advocating for the bleeding disorder community.   
 
In Remembrance 
Finally, each year, the OHF community remembers John Reed and Mike Morse, who for years supported the Red 
Jacket Challenge as well as OHF's mission. 
The next Red Jacket Golf Challenge will be held on Monday, October 8th, 2018 at Cedar Ridge Golf Club in Broken 
Arrow.   







 
 

 
By Nancy Nelson  
 
Jason died September 23, 1989.  He 
was 13.  If my memory is correct the 
scholarship probably (at least unoffi-
cially) started in 1990. So it’s getting 
close to 30 years now.   
 
Jason loved going to summer 
camp.  He was not yet 6 the first year 
he attended.  We met the bus at OKC 
and he jumped on, waved good-bye 
and was off on his first adventure with 
someone other than family!  They had 
the camp at Lake Tenkiller back then 
and they slept in tents!  They were big 
tents, but still, they were tents!  When 
we picked him up we were told he rap-
pelled down a small cliff and did a zip 
line.  He was quite fearless, we were 
told.  I think he may have only missed 
one year of camp due to his health.  He 
loved fishing and hunting with his dad 

and granddad and playing baseball and he played the saxophone in 
the band. He was also in the honors program in middle school. 
  
I’m very pleased that the scholarship has continued for so many 
years.  I know it has Jason’s name on it but I feel it is a memorial to 
all the young boys we lost during the AIDS crisis. One thing you may 
not know is that Jason’s dad and I were among the handful of fami-
lies that got together back in the ‘80s to reorganize the Chapter.  I 
am very pleased that the Chapter has continued and has helped so 
many people who deal with bleeding disorders. 

 

2017 JASON M NELSON  

MEMORIAL SCHOLARSHIP  

RECIPIENTS 

Courtney Kosemund, is 
going to Oklahoma 
Baptist University to 
gain a bachelor's in 
physics. It's hard work, 
but every minute is 
worthwhile, especially 
with my friends and 
family in the Oklahoma 
Hemophilia Founda-
tion. The Nelson Me-
morial scholarship and 
all other kinds of sup-
port from the founda-
tion have helped me in 
all kinds of ways. 
Thank you for the as-
sistance and   oppor-
tunities throughout my 
life. 

Kyle Simms is a Fresh-
man at Oklahoma Wes-
leyan University (OKWU) 
in Bartlesville, Oklaho-
ma. I am a 1st baseman 
and batter for this na-
tionally ranked varsity 
baseball team. I have 
Hemophilia A. and I am 
a Business Major. 

 
 
Samantha Robinson:  I 
go to the University of 
Tennessee Knoxville. I 
am a double major 
in  Journalism and 
French. I am currently 
an intern at WVLT  Lo-
cal 8 News here in 
Knoxville. 

 

JASON M NELSON SCHOLARSHIP—REMEMBERING 

Other 2017 Jason M Nelson Scholarship     

recipients: Jack Austin, Malisha Franklin,      

Dillain Stuckey 





OKLAHOMA HEMOPHILIA 

FOUNDATION 

OHF originally began with a 

group of concerned families. 

It became a  non-profit in 

1997 and today  it has 

grown  to serve over 300 

people with bleeding disor-

ders in Oklahoma and sur-

rounding states. 

We welcome you to join us! 

SAVE THE DATE: 

April 5       Walk Team Captain Dinner, OKC 

April 13    Walk Team Captain Dinner, Tulsa 

May 2   Men’s Group event, OKC 

June 2   Unite for Bleeding Disorders Walk, Tulsa Zoo, Tulsa 

June 25-June 29th       Camp Independence  

July 27, July 28  OHF Annual Meeting, Sheraton Downtown OKC 

Aug.3rd/4, or 10/11      Teen Retreat 

 

OHF's Mission: to be dedicated to service, education, and advocacy for 

Oklahomans with bleeding disorders.  
 

 

National Hemophilia Foundation 

Oklahoma Hemophilia Foundation 
8283 North Owasso Expy, Suite H 

Owasso, OK 74055 
Email: 

KMontgomery@okhemophilia.org 
www.okhemophilia.org 

 

We have updated our website!  Please go to www.OKHemophilia.org 

and check it out!  Register for events, learn about OHF's mission and 

find out how you can get involved! 

http://www.okhemophilia.org

