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Mission 

The Nevada Chapter of the National Hemophilia Foundation's mission is to improve the quality of care and life for people with  he mophilia, 

von Willebrand disease and other inherited bleeding disorders through education, peer support and advocacy.  

The National Hemophilia Foundation is dedicated to finding better treatments and cures for inheritable bleeding disorders and  to  prevent-

ing the complications of these disorders through education, advocacy and research. "Coming together is a beginning. Keeping t oge ther is 

progress. Working together is success."  

Contact Us  

Nevada Chapter of the National Hemophilia Foundation  

222 S. Rainbow Blvd. Suite 203, Las Vegas, NV 89145   I   Phone: 702 -564-4368  I  Fax: 702-446-8134  I  www.hfnv.org  

Our Team  

Betsy VanDeusen  

Executive Director  

Phone: 702 -564-4368 x100 

bvandeusen@hemophilia.org  

 

Maureen Magana -Salazar 

Chapter Bilingual Program Manager  

Phone: 702 -564-4368 x101 

mmagana@hemophilia.org  

 

Kaley Dingeman  

Development Manager  

Phone: 702 -564-4368 x 102 

kdingeman@hemophilia.org  

 

Board of Directors  

President: Kim Luong Velasquez    

 Vice President:   

 Treasurer: Miriam Calderon    

 Secretary: Renee Cotrell Duran  

 Directors  

 Sarah Hoover  

 Stephanie Hrisca ð Kennedy  

 Steve Findley  

 Carlos Reyes  

__________________________________ 

Kayla Faase , Communications Intern & Contributing 

Editor    

 

Benefitting Families and 

Children with Bleeding  

Disorders  

 

TICKETS ON SALE 

NOW! 

General Admission Tickets:  

$35 in Advance  

$40 at the door  

Includes two hours of tast-

ing a variety of wines and 

appetizers on the heated 

patio at Brio Town Square.  

 

VIP Experience Tickets: $75  

Includes early entrance to 

the event at 6 pm, access 

to premium wines and 

high -end hors oõdoeuvres 

in the VIP Tasting Room, 

custom Winter Wine Fest 

wine glass and two raffle 

entries.  

Limited to 30 tickets.  
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Dear Friends,  

   

I want to extend a heartfelt thank you to everyone 

who made 2019 a success. We have a had a year 

of constant changes, new challenges, and amaz-

ing success stories.  

  

The resilience, perseverance and dedication of our 

Nevada bleeding disorders community continues 

to inspire me to find new ways to meet our mission 

of finding the highest quality of care and quality of 

life through peer support, education, and advoca-

cy for those affected by bleeding disorders.  

  

Watching a community of support grow for the 

bleeding disorders is amazing ð as new donors, sup-

porters and volunteers join our dedicated commu-

nity of supporters to make a difference every day.  

  

Thank you. It is through your support that we are 

able to look forward to 2020 with a sense of possi-

bility as we work to make positive change for the 

bleeding disorders community.  

  

Here are just a few of the highlights from this year 

that you helped accomplish:  

  

¶ Improved access to care by advocating for 

less barriers to accessing care and treatments  

¶ Held 35 events offering over 180 hours of edu-

cational programing and 49 hours of peer sup-

port and community building programming  

¶ Helped 32 families when they needed it most 

with emergency financial assistance  

 

I have one final request for 2019. Will you make a 

brighter future possible by making a year -end gift?  

Your donation supports people affected by bleed-

ing disorders from birth to adulthood  ð helping 

them reach a productive, pain -free, and inde-

pendent future . Please donate now through De-

cember 31 to make a brighter future possible!  

 

With warmest regards and heartfelt thanks,  

  

 

  

 

 

Betsy VanDeusen  

Executive Director  

 

 

Letter from Our Executive Director  / Mensaje de nuestra Directora Ejecutiva  

Queridos amigos,  

  

Quiero extender mi sincero agradecimiento a todos 

los que hicieron del 2019 un éxito. Hemos tenido un 

año con muchos cambios, nuevos desafíos e in-

creíbles historias de éxito.  

  

La adaptabilidad, la perseverancia y la dedicación 

de nuestra comunidad de trastornos de la coagu-

lación de Nevada continúan inspirándome a encon-

trar nuevas formas de cumplir con nuestra misión de 

encontrar la más alta calidad de atención médica y 

calidad de vida a través del apoyo de la comuni-

dad, la educación y la abogacía para los afectados.  

  

Ver a una comunidad de apoyo crecer para los tras-

tornos de la coagulación es increíble, con nuevos 

donantes, colaboradores y voluntarios uniéndose a 

nuestra comunidad dedicada de colaboradores pa-

ra marcar la diferencia cada día.  

  

Gracias. Es por su apoyo que podemos esperar el 

2020 con un sentido de esperanza mientras traba-

jamos para lograr un cambio positivo para la comuni-

dad de trastornos de la coagulación.  

  

Estos son solo algunos de los puntos destacados de 

este año que usted ayudó a lograr:  

  

¶ Mejoramos el acceso al cuidado médico por 

abogacía para tener más acceso a cuidado y 

tratamientos  

¶ Celebramos 35 eventos ofreciendo más de 180 

horas de programación educativa y actividades 

de fortalecimiento comunitario.  

¶ Ayudamos a 32 familias cuando más lo necesita-

ban con asistencia financiera de emergencia  

 

Tengo una última solicitud para el 2019. ¿Podrías 

hacer el futuro más brillante al hacer un regalo de fin 

de año?  Su donación apoya a las personas afecta-

das por trastornos hemorrágicos desde el nacimiento 

hasta la edad adulta, ayudándoles a alcanzar un 

futuro productivo, sin dolor e independiente . ¡Done 

ahora hasta el 31 de diciembre para hacer posible 

un futuro más brillante!  

 

Con un cordial saludo y un sincero agradecimiento,  

  

 

  

 

Betsy VanDeusen  

Directora ejecutiva  
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  2020 Calendar of Events  

 

 

 

CALENDAR OF EVENTS 
 

1/16   Hispanic Meet -Up, LV 

1/18   Genentech Dinner, LV  

 

2/7   Winter Wine Fest, LV 

2/19   Genentech Dinner, Reno  

2/20   Ladies Night Out, LV  

2/22   Family Community Event, LV  

2/26 -28  Washington Days, DC  

 

3/7   Sanofi Dinner, LV  

3/21   Leaders In Training, LV  

3/28   Spring Education Fest, LV  

 

4/16   Bayer Dinner, LV  

4/17   World Hemophilia Day, LV  

4/25   Latinos Unidos Luncheon, LV  

 

5/2   Golf Gets In Your Blood, LV  

5/13   Takeda Dinner, Reno  

5/16   Outdoor Family Event, LV  

5/21   Ladies Night Out, LV  

 

6/8 -13  Camp Independent Firefly, CA  

6/20   Play Group: Childrenõs Museum, LV 

6/27 -28  Coupleõs Retreat, LV 

 

7/11 -15  Teen Camp, CA  

7/16   Hispanic Meet -Up, LV 

7/24   Leaders In Training, Elko  

7/24 -25  NNV Family Conference, Elko  

7/25   Elko Unite For Bleeding Disorders Walk  

 

 

 

IMPORTANT DEADLINES 

2/28  Junior Counselor Applications Due  

3/31  Camper Applications Due  

4/15  Teen Camp Applications Due  

5/30  Travel Grant Requests for National Bleeding Disorders Conference Due  

6/30  Travel Grant Requests for Familia De Sangre Due  

 

 

This is a DRAFT Calendar. Dates & topics subject to change. Please check the Chapter website at 

www.hfnv.org and request an updated calendar periodically.  

8/1   Renee Paper Picnic, LV  

8/5 -8  Natõl Bleeding Disorders Conference, 

  Atlanta  

8/20   Mother/Daughter Night Out, LV  

8/22   Tahoe Family Day, Tahoe  

8/29   Bayer Dinner, LV  

 

9/9   Education Dinner, Reno  

9/12   Reno Unite For Bleeding Disorders 

  Walk  

9/18 -20  Familia De Sangre, CA  

9/26   Las Vegas Unite For Bleeding  

  Disorders Walk  

 

10/5   Education Dinner, Elko  

10/29   Trunk or Treat, LV 

 

 

11/7   Takeda Dinner, LV  

11/11   Ely Holiday Event, Ely  

11/19   Father/Son Night Out, LV  

11/21   Bikes In Your Blood, Henderson  

 

12/5   Annual Meeting, LV  

12/9   Elko Holiday Event, Elko  

12/10   Reno Holiday Event, Reno  
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Community Spotlight: The Hendrickson Family  

Life with A Bleeding Disorder: A Look into  

The Hendrickson Family  
By Kayla Faasse  

 
Bleeding disorders are a group of conditions 

that result when the blood cannot clot 

properly. There are different types of bleed-

ing disorders, but the two most common 

ones include Hemophilia and Von Wil-

lebrand's Disease. With these kinds of diseas-

es, you are very lucky if you can know about 

it from a young age because the sooner the 

better.   

 

Jillian Hendrickson was one of those lucky 

people who knew she had Von Willebrand's 

disease when she was a kid. The Nevada 

Chapter of the National Hemophilia Founda-

tion is the first organization that the Hendrick-

son family has truly been involved with and 

òit has been life changing.ó  

 

What kinds of obstacles do you face daily?  

 

Jillian: òThe challenges of going to school and work and 

having issues with nosebleeds and bruises. We have to 

take medication all the time for that and I have to take 

infusions one to three times a week.ó  

 

What are your concerns with your son being at school?  

 

Jillian: òAt school a lot of people disregard it and it's just 

not taken seriously. The HTC center is actually going to his 

school to do a skills and education session with the nursing 

staff, principal, and all the staff members  so that they can 

take better care of  Parker and any other child with bleed-

ing issues. Everything is treated a little differently with him.ó 

 

How does it impact each of you differently? What are your 

different perspectives on it?   

 

Parker: òWhen people bump into me or I hit the wall, I can 

get bruises from that and itõs really unfortunate, but I heal. 

In PE sometimes I donõt want to participate because I feel 

like itõs too rough for me, like flag football or any games 

that involve contact. I often donõt want to play those but 

they kind of force me to because itõs mandatory and 

school rules. If I get hit or something or itõs related to my 

Von Willebrand Disease I must sit out. I donõt feel left out 

when I sit out, because Iõm used to it. At least I can see 

whatõs happening, Iõm not just stuck in a room and I get 

some fresh air.ó  

 

 

The Nevada Chapter of the National  

Hemophilia Foundation is the first  

organization the Hendrickson family has truly 

been involved with and òit has been life 

changing.ó  
 

 

Jillian: òSome of my biggest challenges are with work. Not 

only do I have a severe bleeding disorder, but I am a moth-

er of someone who has a  bleeding disorder. My genetic 

testing revealed that I have three different types of Von Wil-

lebrandõsñwhich is extremely rare. Often people donõt un-

derstand the severity of it and tend to brush it off. Explaining 

that even though I look fine, I have a very severe disorder is 

the hardest thing. Itõs hard to explain to my boss that I must 

leave for my son or for myself to take medication or go and 

get factor treatments. I have to maintain a full -time job and 

still be chronically sick.ó  

 

Robert: òWhen I first met them, I didnõt really understand the 

severity of it, but now Iõm learning from the HTC and the 

Chapter. Iõve learned so much about it in this little time 

weõve been here, and I feel bad for them all the time. I wish 

I could take it away and I could have it because it just stinks. 

Iõm trying to voice it and get the word out. Iõm trying to 

know more about it so I can help them in emergency situa-

tions. This is no joke from what Iõve been learning.ó  
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Bikes In Your Blood  

Bikes In Your Blood raises $14,000!  
 

Over 70 cyclists came together for a beautiful day on the River Mountain Loop to 

raise money for bleeding disorders! Ten teams competed for the top fundraising spot 

with The Infusions Pharmacy raising the most and Nevada Bicycle Club coming in 

2nd.  

 

Thank you to our sponsors, committee, donors, cyclists, volunteers and team captains 

who made Bikes In Your Blood a big success!  

Bikes In Your Blood Funds raised could:  

¶ Send 23 kids to Camp Independent Firefly  

¶ Provide 28 families with financial assistance when they need it most  

¶ Provide a year of educational programming, peer support, and skill develop-

ment to 70 individuals affected by bleeding disorders.  

 

Thank you to our Sponsors:  

            Presenting Sponsor:  

 

 

Mc Gõs Rollinõ Workshop  |  Pro Cyclery  |  All Mountain Cyclery  

River Mountain Bike Shop  |  Public Works Coffee  


