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Unite Walks Raise 

$70,000 across the 

State! 

Pg 9 

 

November 16 2019 

River Mountain Loop Course 

Henderson/Boulder City 

 

3 COURSE OPTIONS: 

36 MILES -  14 MILES -  7 MILES 

 

REGISTER AT HFNV.ORG 
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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 hemophilia, 

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 together 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 

 Officers     

 President: Kim Luong Velasquez   

 Vice President: Lupe Torres   

 Treasurer: Miriam Calderon   

 Secretary: Renee Cotrell Duran 

 Directors 

 Sarah Hoover 

      

Oct 2-5  National Bleeding Disorders Conference,  

  Anaheim, CA 

Oct 11  Teen Leadership Council, Las Vegas 

Oct 12-13 Reno Women’s Retreat, Reno 

Oct 19  Product Round Robin Dinner, Las Vegas 

Oct 28  Trunk or Treat at HTCNV, Las Vegas 

Nov 4  Legislative Summit, Las Vegas 

Nov 6  Sanofi Education Talk: Navigating  

  Insurance, Reno 

Nov 6  Takeda Product Dinner: VWD, Las Vegas 

Nov 8-10 PEP, Las Vegas   

Nov 15  Adulting 101—Teen Program,  

  Las Vegas 

Nov 16  Bikes In Your Blood, Henderson 

Nov 20  Ely Patient Appreciation Dinner/Clinic 

Dec 7  Annual Meeting & Holiday Party,  

  Las Vegas 

Dec 11  Elko Holiday Party 

Dec 12  Reno Holiday Party 

Dec 19  Volunteer & Donor Appreciation  

  Reception, Las Vegas 

 

Feb 7  Winter Wine Fest 

Feb 26-27 Washington Days, DC 

Mar 21  LIT Training for Camp, Las Vegas 

Mar 28  Spring Fest, Las Vegas 

Apr 17  World Hemophilia Day 

Apr 25  Latinos Unidos, Las Vegas 

May 2  Golf Gets In Your Blood 

Jun 9-13 Camp Independent Firefly 

Jul 10-15 Teen Rafting Camp 

Jul 24  LIT Training, Elko 

Jul 24-25 Northern Nevada Family Camp, Elko 

Jul 25  Elko Unite For Bleeding Disorders Walk 

Aug 5-7  Bleeding Disorders Conference, Atlanta 

Sep 12  Reno Unite for Bleeding Disorders Walk 

Sep 19  Las Vegas Unite for Bleeding Disorders Walk 

Sep 26  Latinos Unidos Luncheon, Las Vegas 

Nov 21  Bikes In Your Blood 

Dec 5  Annual Meeting, Las Vegas 

Dec 9  Elko Holiday Event 

Dec 10  Reno Holiday Event 

 

2019 CALENDAR OF EVENTS        2020 CALENDAR OF EVENTS 

Dates & topics subject to change. Please check the Chapter website periodically. To RSVP for an event visit www.hfnv.org 

https://hfnv.org/news-events/event-calendar.html
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Dear Friends, 

  

I am so inspired at how our community embraced 

the Walk Program this year. Your support as team 

captains, volunteers, donors, and walkers made it 

possible to raise $70,000 across the State! Congrat-

ulations and thank you. Your support will make it 

possible for the Nevada Chapter to continue to 

provide the same level of support, programs and 

assistance you’ve come to expect.  

This Fall, I hope you will consider supporting the 

Nevada Chapter as a volunteer!  We have open 

positions for community members on the board of 

directors, programs committee and advocacy 

committee. Please reach out to me if you are inter-

ested. We depend on the input and perspective of 

community members to drive our programs and 

services.  

I am pleased to welcome Kaley Dingeman, Devel-

opment Manager to our Nevada Chapter Team. 

You may have met her during the Walks. She joins 

us with a warm and outgoing personality and a 

background in communications, customer service 

and fundraising.  

I look forward to seeing you at one of our upcom-

ing events this Fall and hope to see many of the 

great leaders in our community stepping up to fill 

the leadership roles in our organization! 

 

Sincerely, 

 

 

 

 

Letter from Our Executive Director / Mensaje de nuestra Directora Ejecutiva  

Queridos amigos, 

Estoy tan inspirada en cómo nuestra comunidad se 

dedicó a la caminata este año. ¡Su apoyo como 

capitanes de equipo, voluntarios, donantes y 

caminantes hizo posible recaudar $70,000 en todo 

el estado! Felicidades y gracias. Su apoyo hará 

posible que el Capítulo de Nevada continúe pro-

porcionando el mismo nivel de apoyo, programas 

y asistencia que usted espera. 

¡Este otoño, espero que consideren apoyar al 

Capítulo de Nevada como voluntario! Tenemos 

puestos vacantes para los miembros de la comuni-

dad en la junta directiva, comité de programas y 

comité de abogacía. Comuníquese conmigo si 

está interesado. Dependemos de la opinión y la 

perspectiva de los miembros de la comunidad pa-

ra impulsar nuestros programas y servicios. 

Me complace dar la bienvenida a Kaley Dinge-

man, Gerente de Desarrollo a nuestro Equipo. Es 

posible que la hayas conocido durante las cami-

natas. Ella se une a nosotros con una personalidad 

cálida y extrovertida y una experiencia en comuni-

caciones, servicio al cliente y recaudación de fon-

dos. 

Espero verlos en uno de nuestros próximos eventos 

este otoño y espero ver a muchos de los grandes 

líderes en nuestra comunidad dar un paso ade-

lante para llenar los roles de liderazgo en nuestra 

organización! 

Sinceramente, 

 

 

 

 

Betsy VanDeusen 

Chapter Executive Director 

$16.50/month gives 30+ educational programs, peer support, and assistance to an  

individual affected by bleeding disorders. Sign-up for your monthly gift and become a 

Chapter Champion at www.hfnv.org/get-involved/chapter-champion.org. 

Betsy VanDeusen 

Chapter Executive Director 

https://hfnv.org/get-involved/chapter-champion.html
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  2019 Featured Events 

Product Dinner Round Robin 

October 19, 2019 

The Orleans Convention Center, Las Vegas NV 

RSVP by Oct 10, 2019 

Wondering about products available to treat bleeding disorders? Get all your 

questions answered at this interactive, progressive dinner style round robin event.  

2-5 pm:   Rare Bleeding Disorders (Hemophilia B, Platelet Disorders, Inhibitors) 

 Visit with Manufacturers while sampling different appetizers. 

5-7 pm: Networking, Exhibits & Dinner 

7-9 pm: Hemophilia A & VWD Session 

 Visit with Manufacturers while sampling different desserts 

Register online at www.hfnv.org 

Bikes In Your Blood 

Saturday, November 16, 2019 

Equestrian Park South, Henderson NV 

The cycling fundraiser offers three courses 6.5, 14.4 & 36.6 miles to engage all levels 

of riders. Registration is FREE but donations are encouraged! If you donate at least 

$25 get an exclusive Bikes In Your Blood t-shirt! Prizes for the top fundraising team! 

Register online at www.hfnv.org 

Annual Meeting & Holiday Celebration 

Saturday, December 7, 2019: 10 am—5 pm 

Orleans Convention Center, Las Vegas NV 

Please join us for a day of fun, education, food and holiday cheer! The Annual 

Family Conference is taking place at a new location this year: The Orleans Con-

vention Center. There will be a photo booth and a visit with Santa! We have some 

fabulous speakers that will be presenting topics in both English and Spanish for all 

ages. We will also have our annual raffle with proceeds benefiting our youth pro-

grams including Camp Independent Firefly!  

 

Register at www.hfnv.org 

 

Centerpeice Contest—$50 gift card for the winner! 

Donations: We are seeking donated presents, gift cards, and raffle prizes!  

Elko Holiday Celebration   Reno Holiday Celebration 

Wednesday, Dec 11, 2019   Thursday, Dec 12, 2019 

Hilton Garden Inn, Elko NV   Hunsberger Elementary, Reno NV 

6:30—8 pm    6:30—8 PM 

 

Join us for a Holiday Celebration with the Bleeding Disorders Community and a visit 

from Santa. Please bring raffle prizes! Register at www.hfnv.org.  

https://hfnv.org/news-events/event-calendar.html
https://hfnv.org/what-we-do/special-events/bikes-in-your-blood.html
https://hfnv.org/news-events/event-calendar.html
https://hfnv.org/news-events/event-calendar.html
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  ¿Qué es MyBDC?  
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Unite For Bleeding Disorders 

2019 Unite For Bleeding Disorders 

raises $70,000! 
 

Nevadans across the state came together to 

pledge support for bleeding disorders through three 

events held in Elko, Reno & Las Vegas! The funds 

raised go directly back into the community to  

support Nevadans living with bleeding disorders by 

funding our youth and family programs, advocacy 

efforts, and financial assistance offered to the over 

500 Nevadans living with bleeding disorders.  

 

Thank you to our sponsors, committee, donors, walk-

ers, and team captains who made the 2019 Unite 

for Bleeding Disorders Walk Program successful!  

Photo Credit: Kayla Faasse & Jose 

Tabares 



Page 10  Hemophilia News and Views 

 
ADVERTISEMENT 



Fall Edition 2019   Page 11 

 
ADVERTISEMENT 



Page 12  Hemophilia News and Views 

 

Program Recap: Summer Events 

June 5: Bayer Education Dinner—Maintain Joint Health 

Through Exercise: Get Up and Move! Las Vegas, NV 

26 community members enjoyed an Italian dinner at Mag-

giano’s Little Italy while learning from Jeff Kallberg, PT, DPT, 

about how their body moves and how to strengthen their 

joints.  

 

June 19: Pfizer Education Talk: Empoderando: herramien-

tas para la auto abogacia, Reno, NV 

21 people attended the dinner to learn about self advo-

cacy. Presented in Spanish, the dinner helped the at-

tendees learn how to make sure their voice is heard and 

needs are met.  

 

 

 

 

Takeda VWD Dinner, July 2019, Las Vegas 

June 29: Couples Retreat, Las Vegas, NV 

8 couples attended two sessions on communicating with 

their partner and finding intimacy,  followed by a dinner 

theater performance of Marriage Can Be Murder and a 

stay at the D Hotel on Fremont Street.  

 

 

July 13: Takeda Education Talk—Understanding Von Wil-

lebrand Disease, Las Vegas, NV 

42 people came together to learn about Von Willebrand 

Disease. The session offered in English and Spanish at Mag-

giano's in Downtown Summerlin gave an in-depth under-

standing of VWD.  

 

 

 

 

Northern Nevada Leaders In Training, July 2019, Elko 

July 18: Leaders In Training—Northern Nevada, Reno, NV 

4 young adults attended the training at the Whitney Peak 

Hotel in Reno and then traveled to Elko to lead the chil-

dren through a mini camp and support the family confer-

ence.   

 

July 19-21: Northern Nevada Family Camp, Elko, NV 

85 people from the Elko, Owyhee, Winnemucca and Reno 

community came together for a fun-filled, highly interac-

tive conference that spanned three days with a mini-

camp for kids, family challenges, and backpacks full of 

school supplies for all of the children.  

 

July 27: Latinos Unidos, Las Vegas, NV 

25 people attending the mini conference offered com-

pletely in Spanish with two education presentations, 

games, lunch and prizes. Sponsored by Takeda & the He-

mostasis & Thrombosis Center of Nevada.  

Northern Nevada Kids Camp, July 2019, Elko 

August 3: Renee Paper Family Picnic, Las Vegas, NV 

114 community members came to the YMCA for a session 

on IEPs & 504s. The children played water games led by 

teen volunteers and everyone enjoyed an evening at the 

pool with BBQ. All kids left with backpacks for school.   

 

August 3: Teen Leadership Retreat, Las Vegas, NV 

12 teens participated in the leadership games, set goals, 

and learned skills for reaching independence. Led by Gut 

Monkey. 

 

Renee Paper Picnic “Water Games”, August 2019, Las Vegas 
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Program Recap: Summer Events 

August 21: Pfizer Education Talk—Balancing Emotional Well-

ness, Las Vegas, NV 

22 individuals attended the educational presentation held 

at the Twisted Fork in Reno.  

 

August 24: Tahoe Family Education Day, Lake Tahoe, NV 

18 community members joined us on Lake Tahoe to learn 

about bleeding disorders with women and girls and enjoy a 

fun day kayaking on the lake. Sponsored by Aptevo and 

Factor Support Network.  

 

September 10: Novo Nordisk Education Talk: Food & Fitness, 

Las Vegas, NV 

29 individuals learned about Food & Fitness basics at the 

Bonefish Grill.  

 

September 28: Latino Unidos Almuerzo, Las Vegas, NV 

40 individuals learned about VWD, shared information 

about Familia De Sangre, and discussed ideas for Hispanic 

Programming in the future at Allure Gardens. Sponsored by 

Takeda & HTCNV. 

 

 

 

Tahoe Family Day, August 2019, Lake Tahoe 
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Camp 2019 

This summer 70 children ages 7-17 attended the 5 day, 4 night Camp 

in Big Bear, CA.  Campers learned important communication, team 

work, problem solving and coping skills while doing camp activities 

such horseback riding, archery, water wars, and more. Campers  

received one Big Stick Awards, 6 Gold Bells, and 32 Silver Bells for 

learning how to self-infuse! 

 

Thank you to our Camp Independent Firefly Sponsors: 
Engelstad Family Foundation 

Grand Lodge Independent Order of Odd Fellows of Nevada 

Hemostasis and Thrombosis Center of Nevada 

Bayer 

Boyd Gaming Corporation 

Brothers Healthcare 

CSL Behring 

CVS Health 

Grifols 

Novo Nordisk 

Octapharma 

Quality Home Infusion 

Sanofi 

Soleo Health 

Speedway Children’s Charities 

Takeda 

The Vegas Golden Knights Foundation 

 

Teen Rafting Camp 

Five teens joined us for our first teen camp experience. Together with the Hemophilia Association of San Diego County,  

Nevada Teens spent three exciting days on the river in Class II and III rapids. Teens gained independence skills by setting up 

their own tents and hammocks, cooking all of the meals, and learning water safety. 
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Community Spotlight: The Wolff Family 

Meet Emily, Jeff, Ethan & Samantha. 

 
What is your family’s diagnosis story?  

 

Due to family medical history, Ethan was tested before his 

circumcision, and our pediatrician came back with a 

scary diagnosis…they said Ethan had a severe bleeding 

disorder and only 14 years to live. It was terrifying to hear. 

Sam, Ethan’s older sister, was only 7 and she just wanted 

her brother to be healthy. We were sent to Dr Bernstein. 

Dr Bernstein diagnosed Ethan with VWD, which is less se-

vere. I then called my father and found out that not only 

did VWD run in the family, but several other family mem-

bers had it. Even with the less severe diagnosis, we were 

blindsided. The circumcision procedure was nerve-

wracking because you worry that the doctors won’t know 

how to deal with bleeding disorder complications, but the 

procedure was short and everything ended up being 

fine, which was a huge relief.   

 

How did the diagnosis impact you & your family’s every-

day life? 

 

Ethan is a firecracker of a child. He’s very active. When 

he started preschool, before he got his helmet, he hit his 

head on concrete two times in one week! These instanc-

es helped me to be proactive and advocate for my chil-

dren. I am on a first-name basis with the school nurses.  

 

One time he fell and a teacher’s assistant carried him and 

ran with him through the school to the nurse. This urgency 

and care from the school is exactly what a parent with a 

bleeding disorder could hope for. Sam also has VWD but 

it’s less severe and she has taken more of a caretaker role, 

which has been really sweet and helpful.  

 

What advice would you give to someone newly diagnosed 

with a bleeding disorder? 

 

Remember that you’re the parent and if for some reason 

you don’t trust what’s happening, get a second opinion. 

Look up networks of people who are going through the 

same thing, and go to their events, because it’s a place to 

breathe. Socializing at events has helped our kids learn 

things like empathy and gratitude.  

 

Please share a little about your involvement with the chap-

ter. 

 

We show up to chapter events and represent. We’ve gone 

to Women’s Retreats, Couples Retreats, PEP, Spring Fest, 

Family Days, the Annual Meeting and Holiday Parties, 

Camp Independent Firefly, and more. Sometimes it’s hard 

to go out but it’s always worthwhile to connect. We like to 

  welcome new families because we  

  remember how good it felt when Kelly  

  Gonzalez welcomed us. Being involved in 

  a community takes away the fear of being 

  alone.  

 

We like to  welcome new 

families because we  

remember how good it 

felt when Kelly Gonzalez 

welcomed us. Being  

involved in a community 

takes away the fear of 

being alone.  

 

- Emily Wolff  

   (Not pictured) 

Samantha, Ethan & Jeff Wolff 
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2019 Quarter Two In Review 

Check out the impact your support is making in the Nevada bleeding disorders community:  

  

SHARING OUR IMPACT 

The Nevada Chapter offers programs, services, education, and support to the Nevada bleeding 

disorders community. We take our mission seriously and think it’s important to be transparent on 

our progress. This section of the Newsletter offers you insight into our progress and accomplish-

ments. It is our hope that our readers will be inspired to action by these updates—whether that 

be to reach out to help us where we may be falling short, or celebrate our accomplishments 

when we deliver! 

The chapter is only as strong as its community—we look forward to your partnership to help us 

continue to pursue the highest quality of life and quality of care for every member of our bleed-

ing disorders community. 

 

In The Numbers 

Q2 2019  

Fundraising: 

Red Tie Campaign—

$2,119 
Supporting Advocacy. 

 

Golf Gets In Your Blood— 

$29,783 
Supporting youth programs. 

NHFNV Programs —Q2 2019 

Our mission is to improve the quality of care and quality of life for those living with inherited 

bleeding disorders through peer support, education and advocacy.  

 

13 Peer Support &      44 Education &  

Community Building Program Hours 

Hours 

   200 Individuals                                 7 Events Offered 

   Served 

Financial Assistance - Q2 2019 
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$7,900  
Distributed in 

2019 

$1403  

Distributed in 

Q2 

Q2 2019 Volunteers: 

104  

Volunteers 

1800 
Hours 

Communications 

Q2 2019: 

www.hfnv.org 

Average of 484 

unique visitors per month. 

 

Social Media 

1873 followers 

• Facebook—792 

• Instagram—371 

• Twitter—710 

 

1584  

Consumers in our 

database. Consumer is 

someone affected by a 

bleeding disorder or an im-

mediate family member.  
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Hemophilia Foundation of Nevada 

Primary Business Address 

Address Line 2 

Address Line 3 

Address Line 4 

NON-PROFIT ORG. 

U.S. POSTAGE PAID 

LAS VEGAS, NV 

PERMIT NO. 447 

National Hemophilia Foundation 

Nevada Chapter 

222 S. Rainbow Blvd Suite 203 

Las Vegas, NV 89145 

Phone: 702-564-4368 

Fax: 702-446-8134 

www.hfnv.org 

 

ACT—Access to Care Today  

Achieve a CURE Tomorrow 

http://www.hfnv.org/
https://www.uniteyourway.org/index.cfm?fuseaction=donorDrive.event&eventID=526

