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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 

Staff 

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 

 

Christine Bettis 

Development Manager 

Phone: 702-564-4368 x102 

cbettis@hemophilia.org 

Board of Directors 

 Officers     

 President: Kim Luong Velasquez   

 Vice President: Lupe Torres   

 Treasurer: Miriam Calderon   

 Secretary: Open 

 

 Directors 

 Sarah Hoover 

 Joel Bousley 

 Renee Cotrell Duran    
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Dear Friends, 

  

It’s time to put on your red ties again and join us for 

the 2019 Red Tie Campaign! This March, during 

Bleeding Disorders Awareness Month, the Nevada 

Chapter along with NHF and chapters across the 

country, will raise funds and awareness to support 

the bleeding disorders community.  

To participate in the 2019 Red Tie Campaign, you 

can: 

• Give: Our collective goal is to raise $30,000 

across all chapters and NHF during the Red Tie 

Campaign. If you donate to NHF NV, NHF will 

match that donation up to $750! Give today to 

double your support of your local bleeding 

disorders community.  

• Share: Be a part of the movement! Put on your 

red tie and share why Bleeding Disorders 

Awareness Month and NHF NV are important 

to you. Follow #RedTieCampaign on Twitter, 

Facebook and Instagram, and share your story 

to raise awareness within your personal net-

work.  

• Advocate: We’ll be heading to Washington 

DC for NHF’s Washington Days event March 27

-29, 2019. Follow us on social media as we ad-

vocate for access to healthcare. 

To learn more about the Red Tie Campaign, visit 

RedTieCampaign.org. For more information on 

bleeding disorders and our chapter, please visit 

hfnv.org.   

 

Sincerely, 

 

 

 

 

Betsy VanDeusen 

Chapter Executive Director 

Letter from Our Executive Director / Mensaje de nuestra Directora Ejecutiva  

Queridos amigos, 

¡Es hora de volver a ponerse la corbata roja y unir-

se a nosotros para la Campaña Red Tie del 2019! 

Este mes de marzo, durante el Mes de Concientiza-

ción sobre los Trastornos Sangrantes, el Capítulo de 

Nevada, junto con NHF y los capítulos de todo el 

país, recaudarán fondos y crearán conciencia pa-

ra apoyar a la comunidad de trastornos de la coa-

gulación. 

Para participar en la campaña Red Tie 2019, pue-

des: 

• Donar: Nuestro objetivo colectivo es recaudar 

$ 30,000 en escala nacional durante la Cam-

paña de Red Tie.  ¡Si realiza una donación a 

NHF NV, NHF igualará esa donación hasta $ 

750! Da hoy para duplicar tu apoyo a tu comu-

nidad local de trastornos de la coagulación. 

• Compartir: ¡Sé parte del movimiento! Póngase 

su corbata roja y comparta por qué el Mes de 

Concientización sobre los desórdenes de san-

gre y NHF NV son importantes para usted. Siga 

#RedTieCampaign en Twitter, Facebook e Ins-

tagram, y comparta su historia para crear con-

ciencia dentro de su red personal. 

• Abogacia: Nos dirigiremos a Washington DC 

para el evento de los Días de Washington del 

NHF del 27 al 29 de marzo de 2019. Síganos en 

las redes sociales mientras abogamos por el 

acceso a la atención médica. 

Para obtener más información sobre la Campaña 

Red Tie, visite RedTieCampaign.org. Para obtener 

más información sobre los trastornos de la coagu-

lación y nuestro capítulo, visite hfnv.org. 

Sinceramente, 

 

 

 

 

Betsy VanDeusen 

Chapter Executive Director 

http://www.redtiecampaign.org/
http://www.redtiecampaign.org/
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  2019 Featured Events 

Red Tie Campaign 

March 1—April 17th, 2019 

www.redtiecampaign.org 

This March, during Bleeding Disorders Awareness Month, the Nevada Chapter 

along with NHF and chapters across the country, will raise funds and awareness to 

support the bleeding disorders community.    

The Nevada Chapter has a goal of raising $3,000 for the red tie campaign. All do-

nations will be matched up to $750! Every little bit helps! 

 

 

 

Golf Gets In Your Blood 

Monday, April 15, 2019 

Red Rock Country Club—Mountain Course 

 

Funds raised from the golf event on the private mountain course at the pictur-

esque Red Rock Country Club will support children with bleeding disorders. With 

space up to 144 golfers, the event is a one of a kind golfing experience.  

Register online at www.hfnv.org 

Rest, Relax & Recharge Retreat 

Saturday, April 27th—April 28th 

Boulder City, NV 

Join us for a retreat focused on women’s needs in the bleeding disorders commu-

nity. Whether you are affected or a caregiver, learn about how to take care of 

yourself during this weekend of rest, relaxation, learning and recharging.  

 

Register at www.hfnv.org 

 

Sponsored by Octapharma, Factor Support Network, Aptevo & HTCNV 

May Family Event—Morning Out at Lake Las Vegas 

Saturday, May 11th, 2019 

Lake Las Vegas 

 

Join the Bleeding Disorders community at Lake Las Vegas for a fun morning out, 

getting to know other families, taking turns kayaking on the lake and window shop-

ping! Register at www.hfnv.org.  

http://www.redtiecampaign.org/
https://hfnv.org/what-we-do/special-events/golf.html
https://hfnv.org/news-events/event-calendar.html
https://hfnv.org/news-events/event-calendar.html
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2019 Calendar of Events 

March 16  Spring Fest, Las Vegas 

March 27-29  Washington Days, Washington DC 

April 13   Play Group, Las Vegas, NV 

April 15   Golf Gets In Your Blood, Las Vegas 

April 17   World Hemophilia Day 

April 27   Spring Mini Education Day: Focused on Women, Las Vegas 

May 11   Family Event: Kayaking at Lake Las Vegas 

June 8   Play Group, Las Vegas, NV 

June 10-15  Camp Independent Firefly, Big Bear CA 

June 29  Couples Retreat, Las Vegas 

July 6-10  Teen Rafting Camp, Sacramento 

July 13   Play Group, Las Vegas, NV 

July 18   LIT Training, Reno 

July 19-21  Northern Nevada Family Camp, Elko 

July 20   Elko Unite for Bleeding Disorders Walk, Elko 

July 27   Summer Mini Education Day: Spanish, Las Vegas 

August  3  Renee Paper Picnic, Las Vegas 

   Teen Leadership Training, Las Vegas, NV 

August 9-11  PEP, Las Vegas 

August 24  Tahoe Family Education 

September 6-8  Familia De Sangre, Anaheim, CA 

September 14  Reno Unite For Bleeding Disorders Walk, Reno 

September 21  Las Vegas Unite for Bleeding Disorders Walk, Las Vegas 

October 2-5  National Bleeding Disorders Conference, Anaheim, CA 

October 12  Play Group, Las Vegas, NV 

October 19  Product Dinner Round Table, Las Vegas, NV 

November 19  Play Group, Las Vegas, NV 

November 16  Bikes In Your Blood, Henderson 

November 20  Ely Patient Appreciation Dinner/Clinic 

December 7  Annual Meeting & Holiday Party, Las Vegas 

December 11  Elko Holiday Party 

December 12  Reno Holiday Party 

December 19  Volunteer & Donor Appreciation Reception, Las Vegas 

_____________________________________________________________________________________________ 

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

website periodically. To RSVP for an event, please visit www.hfnv.org. 

https://hfnv.org/news-events/event-calendar.html
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  Tips & Tricks for Accessing Problem Veins 

It’s not always easy, but there are ways to help make 

bleeding disorder infusions smoother. 

 

No two people’s veins are exactly alike. And while nobody 

enjoys being stuck, some people have relatively little trou-

ble accessing veins to infuse clotting factor, while for oth-

ers it’s a seemingly constant struggle. No matter what type 

of veins you or your child has, it helps to know these tricks 

when you find it difficult to access a vein: 

 
Get warm 

When the body is warm, blood flow increases, dilating the 

veins and making them easier to find and stick. Try the fol-

lowing methods to see what works best for you: 

• Apply a hot washcloth to the area you plan to infuse 

for several minutes before the infusion. 

• Soak the hand or arm in warm water or run it under 

the faucet for five minutes. 

• Take a hot shower or bath before the infusion. 

• Gently massage the area over the chosen site. Do not 

slap the skin to help raise the vein—you may see it on 

TV, but it doesn’t work. 

• Do some short, vigorous exercise, such as push-ups or 

jumping jacks. 

 
Use gravity 

Increase blood flow to your arm and hand by letting gravity 

do the work. 

• Lie on a bed or sofa and let the arm you plan to infuse 

hang down. Slowly making a fist or squeezing a ball 

and releasing it over and over will also increase blood 

flow to the area. 

• Swing the arm around several times like a windmill. Cen-

trifugal force ensures blood will enter the arm, dilating 

the vein, and have a harder time leaving. 
Hydrate 

When the body is properly hydrated, veins become more 

dilated. Try to take in extra fluids the day before an infusion. 

If kids don’t want to drink water, a sports drink or juice is fine. 

Avoid trying to drink a lot of fluid the night before an infu-

sion to make up for a lack of hydration earlier—you’re likely 

to end up with disrupted sleep from having to go to the 

bathroom a lot overnight. 

 
Relax 

Sure, it’s easier said than done when you’re about to stick a 

needle in your vein, but tension can further constrict veins, 

making infusion even more difficult. Put on some relaxing 

music, breathe in and out calmly and don’t be hard on 

yourself if you have difficulty—you can do this. 
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Community Spotlight: The Coutts Family 

Meet Jamie & Kyle. 

 
What is your family’s diagnosis story?  

When Connor was 14 months old, he got a cold and we 

took him into the pediatrician to have him checked out. 

He got his ears cleaned and later that day, we noticed 

he had blood coming out of his ear. We had no idea 

why. We took him to the ER and the ER referred us to see 

the ENT. At 2 years old, another cold, another ear clean-

ing and another ear bleed. When we went in for a check-

up, our head doctor asked if he bled at his circumcision. 

We said yes, and she ran a blood test on him. The results 

came back as a factor 8 deficiency, and we were re-

ferred to a hematologist, which was Amber. He was diag-

nosed with Hemophilia A at 2 years old. We have learned 

SO much in so little time! After more tests, we’ve learned 

that I am a carrier for hemophilia and myself and my 3-

year-old daughter have mild hemophilia A. 

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

ryday life? 

At first, Connor received treatment only when needed as 

we had Amicar on hand. At 4 years old, we decided it 

would be best for Connor to receive weekly treatment as 

he is an active little boy in Pre-k. After receiving 5 weeks 

of training to learn the infusion process, I am now able to 

give my brave little boy weekly infusions in the comfort of 

our own home. I can honestly say that he does very well 

with these infusions and doesn’t cry which makes me a 

very proud parent as he is only 5 years old. He likes to 

help mommy get all the supplies ready and open every-

thing up.  

This has affected our lives in countless ways and one way 

in particular that has given us the most stress in going 

down to a one-person income. Before Connor was diag-

nosed, I was able to work and help my family financially. 

My husband and I were working to pay off some debt 

and save up for a house and a more reliable car. Since 

Medicaid and insurance have such strict polices; I had to 

become a stay at home mom in order for Connor to re-

ceive the required medicine and treatment to live a 

somewhat normal life.  

 

Now you may ask yourself if we are able to survive on one 

income and the answer is yes, to an extent. We are grate-

ful to have a roof over our heads, food in our refrigerator 

and are generally in good health, but I would be lying if I 

said that our life was perfect. There are absolutely some 

hard days and nights that we go through. Being on one 

income has made it extremely difficult to envision now 

what we were planning on having some years ago such as 

our own home. 

What advice would you give to someone newly diag-

nosed with a bleeding disorder? 

My advice for parents and children who just found out 

about their bleeding disorder is to honestly take it one day 

at a time. The support system surrounding bleeding disor-

ders is INCREDIBLE. There are support groups on social me-

dia that I have joined, and they have so much advice. It is 

so hard learning about your child having a chronic dis-

ease. You, as a parent, just want to take all the pain of infu-

sions away and make it all better. It does get better with 

time and easier to manage. Learn all that you can, and 

never stop! ADVOCATE! My family recently went to Carson 

City, NV to advocate for bleeding disorders and meeting 

with the Senators and District Assembly Members, is some-

thing I will NEVER forget. They listened to our stories and 

understood what we wanted. We are also going to be at-

tending the National Hemophilia Washington days in DC, 

and we cannot wait to advocate there! Make your voice 

heard! 

 

“Learn all that you can, and  

never stop! ADVOCATE! 

Make your voice heard!” 
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2019 Winter Wine Fest 

2019 Winter Wine Fest 
 

Our 4th annual Winter Wine Fest was held on Friday, February 8, 

2019 at Brio Tuscan Grille in Tivoli Village. The annual wine tasting 

and silent auction raises funds for the Nevada bleeding disorders 

community. 100% of the proceeds stay in Nevada and support 

our programs and services improving the quality of life and care 

of families living with bleeding disorders.  

 

Over 170 people attended the event, enjoyed delicious wine and 

pasta, a Spin the Bottle Wine Pull, and bid on dozens of exciting 

auction prizes, including a Vegas Golden Knights luxury suite, a 

Lake Tahoe townhouse rental, a Coyote Springs foursome, and 

show tickets to Cirque de Soleil, Absinthe, Opium, and more! 

 
Total amount raised: $20,400 

 

These funds could send 35 kids to camp 

or provide 60 families with financial assistance! 

 

Special thank you to event chair Kelly Gonzalez, our board, and 

our generous sponsors and volunteers. 
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  Winter Wine Fest—A Great Success Program Recap: Winter Events 

January 12, 2019 

January Play Group, Las Vegas, NV 

12 community members came together to play at the Bill 

Briare Park. The monthly play groups are a chance for fam-

ilies with kids age 0-7 to get together, connect with other 

parents and help the kids get to know their peers in the 

bleeding disorders community.  

 

 

January 26, 2019 

Advocacy Boot Camp, Las Vegas, NV 

27 community members attended a half day program to 

learn about advocacy. The training included sessions on 

crafting a persuasive story, understanding the legislative 

process, current legislative issues and a kids session all 

about self efficacy.  

Sponsored by Shire, Sanofi, and CSL Behring 

 

 

 

Bowling For Bleeders Family Event, February 9, 2019 

February 9, 2019 

Bowling For Bleeders—Family Event, Las Vegas, NV 

41 community members came together for a fun family 

event at the Orleans Bowling Center. Families got a 

chance to get to know each other, children had a 

chance to connect with their peers and show off their 

bowling skills! Quarterly family events are an opportunity to 

build a sense of community and peer connections through 

fun, networking focused, family events.  

Sponsored by Quality Home Infusion, Bayer and HTCNV 

 

February 17-18, 2019 

Carson City Advocacy Day, Carson City, NV 

35 individuals from across Nevada came together to ad-

vocate for access to healthcare for the Nevada bleeding 

disorders community, Participants attended an extensive 

training on Sunday evening, collectively made 30 meet-

ings with legislatures and attended the Senate proclama-

tion declaring March as Bleeding Disorders month.  

 

 

Carson City Advocacy Training, February 17, 2019 

March 2, 2019 

Junior Counselor Training, Las Vegas, NV 

14 young adults attended the intensive all-day session 

teaching skills on communication, leadership, team work 

and the nuts and bolts of transition from a camper to a 

counselor.  

 

Junior Counselor Training, March 2, 2019 
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5 aspectos fundamentales sobre la infusión casera para tratar el trastorno 

hemorrágico 

5 aspectos fundamentales sobre la infusión casera para 

tratar el trastorno hemorrágico 

Repase los aspectos básicos para estar seguro 

Tratar un trastorno hemorrágico en casa a través de autoin-

fusiones es práctico, seguro y efectivo si presta mucha 

atención al correcto almacenamiento de los productos de 

factor y desecha correctamente artículos como agujas y 

jeringas. 

 

Siga los siguientes aspectos básicos de la terapia en casa 

para asegurarse de que su rutina sea segura y confiable 

 
1. Mantenga un registro del factor y de los suministros 

Conocer la cantidad de factor y suministros para la infusión 

que tiene a la mano le garantizará saber cuándo necesita 

ordenar más, sin preocuparse de que se le agoten. Cada 

vez que llegue un envío de factor, verifique su contenido y 

asegúrese de que el orden sea el correcto y que no haya 

nada roto o que falte algo. Escriba la fecha de vencimien-

to del nuevo suministro de factor en su registro de infusio-

nes. 

 
2. Almacene el factor correctamente 

Si el factor se almacena incorrectamente o se encuentra 

vencido puede no tratar ni evitar las hemorragias como se 

espera. Para garantizar que el factor pueda hacer su tra-

bajo correctamente, siga todas las instrucciones de alma-

cenamiento que se incluyen en sus medicinas. (cada medi-

camento puede tener instrucciones ligeramente diferen-

tes). Si tiene dudas, llame a su centro para el tratamiento 

de hemofilia (Hemophilia Treatment Center, HTC) o al nú-

mero gratuito de ayuda al paciente del fabricante de su 

factor, el cual se encuentra en el material impreso que vie-

ne con el factor. La mayoría de los productos de factor se 

conservan estables a temperatura ambiente por un tiempo 

limitado, por lo que normalmente el factor requiere refrige-

ración. El método más seguro es almacenar el factor en un 

refrigerador específicamente destinado para ello. Si no es 

posible hacerlo, coloque el medicamento en un recipiente 

cubierto o en una bolsa de plástico que pueda sellar y 

guárdelo en el centro del refrigerador (no lo ponga en la 

puerta).  

Mantenga la etiqueta del factor y las instrucciones en la 

bolsa o en el recipiente junto a la medicina para que siem-

pre esté a la mano. 

 

Recuerde: Una vez retire el factor del refrigerador y lo deje 

a temperatura ambiente para hacerse la infusión, no po-

drá volver a guardarlo en la nevera. Planifique sus infusio-

nes de tal forma que el factor se use cuando esté listo. 
 
3. Siga las precauciones de seguridad 

Para evitar infecciones, mantenga limpia el área donde se 

va a realizar la infusión. Lávese las manos y los brazos  
usando agua tibia y jabón o algún limpiador a base de 

alcohol antes de comenzar la infusión. Use guantes durante 

todo el procedimiento de infusión y también al desechar 

los suministros después de la infusión. 

 
4. Deseche de manera segura los suministros 

Si almacena correctamente el factor, no tendrá que 

desecharlo. Si su factor está dañado o vencido, contacte a 

su farmacia local para saber cómo desecharlo correcta-

mente (las leyes para desechar medicamentos varían de 

acuerdo con cada estado y comunidad). 

 

Al terminar la infusión, ponga los suministros (el factor vacío 

y las ampollas con diluyente, la jeringa, los tubos y la aguja 

de la vía intravenosa) en un recipiente exclusivo para obje-

tos afilados. Cuando el recipiente esté lleno, confirme con 

la agencia de recolección de desechos de su comunidad 

la manera de desecharlo correctamente. 

 
5. Al viajar... 

El factor no debe estar expuesto a cambios de temperatu-

ra extremos por lo que, generalmente, la mejor manera de 

garantizar que esté seguro es guardándolo en un bolso 

térmico con compresas frías para mantenerlo refrigerado. 

Al viajar en avión, el factor y los suministros de la infusión 

deben ir siempre en su equipaje de mano en lugar de su 

equipaje registrado. Verifique con su hematólogo o con el 

personal de su HTC cuál es la mejor manera de almacenar 

correctamente sus productos de factor para su transporte 

durante el viaje. 

The Young Hope Society is a young professionals group that was created to inspire the 

next generation of young philanthropic supporting the bleeding disorders community. 

The Young Hope Society recognizes individuals between the ages of 21-40 who make 

annual gifts of at least $5 a month. With the annual commitment, members play a criti-

cal role in fueling the mission of NHF and supporting the bleeding disorders community. 

Through the Young Hope Society, you also have the opportunity to build a young pro-

fessional network in your area with national networking opportunities!  

Join Today at https://www.hemophilia.org/How-You-Can-Help/Join-the-Young-Hope-

Society 

https://www.hemophilia.org/How-You-Can-Help/Join-the-Young-Hope-Society
https://www.hemophilia.org/How-You-Can-Help/Join-the-Young-Hope-Society
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2018 Year 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 
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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 

Register by March 29th. Sign-Up Online at www.hfnv.org. Support NHFNV. 
 

http://www.hfnv.org/

