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Mission 

The Nevada Chapter of the National Hemophilia Foundation's mission is to im-

prove the quality of care and life for people with hemophilia, von Willebrand dis-

ease and other inherited bleeding disorders through education, peer support and 

advocacy.  

Vision 

Our vision is to be the go to resource for people with bleeding disorders in Neva-

da by providing all the resources needed to successfully manage their quality of 

life.  

The National Hemophilia Foundation is dedicated to finding better treatments 

and cures for inheritable bleeding disorders and to preventing 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 

Phone: 702-564-4368 

Fax: 702-446-8134 

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 

     

Christine Bettis, Development Coordinator 

Phone: 702-564-4368 x102 

cbettis@hemophilia.org 

 

 

Board of Directors 

 Officers     Directors 

 President: Brandi Dawkins   Jacey Gonzalez 

 Vice President:    Kim Luong Velazquez 

 Treasurer:    Lupe Torres 

 Secretary: Tanya Butler 
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Dear Friends, 

  

I hope this issue of the Nevada Chapter News & Views Newsletter encourages you to let your 

voice be heard. Sharing your story takes courage, but now more than ever, your story can change 

the world. Raising awareness can help influence policies that affect everyone living with a bleed-

ing disorder, connect an undiagnosed individual with appropriate treatment, and bring someone 

out of isolation who might think they are struggling alone. March is Bleeding Disorders Awareness 

Month and this Spring we have a number of ways for you to help raise awareness.  

 

• Join the Red Tie Campaign nationwide movement to raise awareness (pg 17) 

• Make a donation during Nevada’s Big Give to support the Chapter’s Programs and 

Services (pg 5) 

• Register a team for the newly rebranded “Unite for Bleeding Disorders” Walk & 5K (Pg 

5) 

• Participate in the Spring social media challenges (pg 11) 

  

You may have noticed our new look for the Nevada Chapter’s Hemophilia News & Views. Along 

with an updated design we have some new regular features.  Our hope is that the newsletter will 

be a resource for you to get to know the Nevada bleeding disorders community better with our 

“Social Media Contest Winners”, and “Community Spotlight”. The new content is designed to help 

you understand the impact of the Chapter’s programs and activities with “In The Numbers”, and 

provide a little more guidance on how you can connect with the Chapter in “Featured Events” 

and “Event Calendar.” 

  

Thank you for your ongoing support and courage in sharing your story. Together we can reach a 

high quality of care and quality of life for everyone living with a bleeding disorder.  

  

With Gratitude & Warm Regards, 

 

 

 

 

 

Betsy VanDeusen 

Chapter Executive Director 

  A Letter from Our Executive Director   
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  Featured Events 

Nevada’s Big Give 

Thursday, March 22, 2018 

www.nvbiggive.org 

Nevada’s Big Give is an opportunity to give where you live and take part in a 

statewide philanthropy day. It doesn’t matter how much you give. You can do-

nate to the Nevada Chapter during the Big Give and help us be eligible for special 

prizes and contests throughout the day...generating even more funds for Nevada’s 

only nonprofit focused on bleeding disorders. 

Golf Gets In Your Blood 

Monday, April 16, 2018 

Red Rock Country Club, Mountain Course, Las Vegas, NV 

8:00 am Registration—9:30 am Shotgun Start 

All proceeds benefit the Nevada bleeding disorders community! 

RSVP by April 30th at www.hfnv.org 

Camp Independent Firefly 

Saturday June 12-16, 2018 

Camp Whittle, Fawnskin, CA 

 

This year’s theme is Time Travel! Campers must be 7 years old by June 13th 2017. 

Applications must be completed by March 31st. Space is limited. You will be noti-

fied if your camper is accepted by April 15th. Camp Independent Firefly is a 5 day 

4 night sleep over camp for youth 7 thru 17 years of age. Activities will include 

horseback riding, swimming, arts & crafts and a rock wall, along with other fun 

activities. 

 

Register online at www.hfnv.org 

Unite for Bleeding Disorders Walk & 5K 

Las Vegas Walk: Saturday, September 15, 2018 

Floyd Lamb Park 

Reno Walk: Saturday September 22, 2018 

Bartley Ranch Park 

 

Register your team today at www.uniteforbleedingdisorders.org 
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Monday, April 16, 2018 

Golf Gets In Your Blood 

Golf Tournament 

Red Rock Country Club 

Saturday July 21, 2018 

Northern Nevada Family Education  

Weekend 

Reno 

Saturday, September 15, 2018 

Las Vegas Walk 

Floyd Lamb Park 

 

Saturday September 22, 2018 

Reno Walk 

Bartley Ranch Park 

 

 

Saturday, December 1, 2018 

Consumer Meeting &  

Holiday Party 

Las Vegas 

 

Hispanic 

Family 

Education Day 

   

Saturday May 19, 2018 

Hispanic Heritage Event 

Las Vegas 

Saturday August 4, 2018 

Renee Paper Memorial Picnic & Back To 

School Event 

Las Vegas 

 

October 11 - 13, 2018 

NHF Annual Meeting 

Orlando, FL 

Wednesday, December 5, 2018 

Consumer Meeting &  

Holiday Party 

Elko 

 

 

 

 

 

  

June 12 –16, 2018 

Camp Independent Firefly 

Camp Whittle, CA 

Saturday August 17-19, 2018 

Parents Empowering Parents 

Las Vegas 

October 21 & 22, 2018 

Fall Fam Jam 

Las Vegas 

Thursday December 5, 2018 

Consumer Meeting &  

Holiday Party 

Reno 

 

 

 

 

 
 

Check out www.hfnv.org for  

updated information and to 

register for upcoming events. 

 

Not getting invitations?  

Contact us to update your  

email and address:  

Saturday, July 14, 2018 

Women’s Retreat 

Las Vegas, NV 

Saturday August 25, 2018 

New Family Group 

Las Vegas 

Saturday, November 17, 2018 

Bikes In Your Blood 

Fun Ride Fundraiser 

Las Vegas 

mmagana@hemophilia.org 

702-564-4368 

  2018 Calendar of Events 
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  Un Mensaje de nuestra Directora Ejecutiva  

 

 

 

 

 

 

 

Queridos amigos, 

  

Espero que esta edición del boletín informativo de el Nevada Chapter News & Views lo anime a 

que deje que se escuche su voz. Compartir su historia requiere valor, pero ahora más que nunca 

su historia puede cambiar el mundo. Asiendo consiencia puede ayudar a influir en las políticas 

que afectan a todas las personas que viven con un trastorno de la sangre, conectar a una perso-

na no diagnosticada con el tratamiento adecuado y sacar a alguien del aislamiento que podría 

pensar que está luchando solo. Marzo es el Mes de Concientización sobre los Trastornos de San-

gre y esta primavera tenemos varias formas para ayudarlo a crear conciencia. 

 

• Únase al movimiento nacional de la Campaña Corbata Roja (Red Tie) para crear 

conciencia (pg 17 

• Haga su donación a Nevada's Big Give para apoyar los Programas y Servicios del 

Capítulo (pg 5) 

• Registre un equipo para la recién renombrada caminata "Unidos por trastornos de la 

sangre” for Bleeding Disorder" Walk& 5K (pg 5) 

• Participe en los concursos de nuestras redes sociales (pg 11) 

Es posible que haya notado nuestro nuevo aspecto de boletín informativo del Nevada Chapter-

Hemophilia News &Views. Junto con un diseño actualizado, tenemos algunas características re-

gulares nuevas. Esperamos que el boletín sea un recurso para que conozcan mejor a la comuni-

dad de trastornos de la sangre de Nevada con nuestros "ganadores del concurso de redes socia-

les" y "Community Spotlight". El nuevo contenido está diseñado para ayudarlo a comprender el 

impacto de los programas y actividades del Capítulo con "In The Numbers", y brindarle un poco 

más de orientación sobre cómo puede conectarse con el Capítulo en "Eventos destacados" y 

"Calendario de eventos". 

 Gracias por su continuo apoyo y valor al compartir su historia. Juntos podemos alcanzar una alta 

calidad de atención y calidad de vida para todas las personas que viven con un trastorno de la 

sangre. 

  

Con agradecimiento y cordial saludo, 

 

 

 

Betsy VanDeusen 

Chapter Executive Director 
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  Community Spotlight: Tanya Butler 

Meet Tanya Butler.  

 
Tanya's husband and son have von Willebrand Disease. When 

they were first diagnosed, Tanya found comfort in accepting 

that the diagnosis was out of their control, while realizing that 

they needed to do all they could to understand the disease in 

order to live good lives. Tanya is very active at the chapter, 

where she serves on the Board of Directors and several event 

committees. Our experience working with Tanya is always enor-

mously positive. She is reliable, supportive, kind, and a great role 

model for caregivers of people with bleeding disorders. 

 

Who in your family has a bleeding disorder and what is their di-

agnosis story?  

Eron Sr. (husband) and Tyler(son) have von Willebrand disease. 

We actually found out when Tyler had several nosebleeds that 

would not stop like normal nosebleeds. I told his pediatrician at 

the time I thought it was odd to have nosebleeds that do not 

stop after 15 minutes. I was told it was that the nosebleeds were 

frequent and took longer to stop because we lived in the desert. 

However, I still thought something was not right because we 

even started going to the ER for the nosebleeds. Finally, we 

changed pediatricians and the new doctor said she wanted to 

have Tyler checked. And sure enough an ENT told us he was 

going to test for von Willebrand disease based on the symptoms 

we told him Tyler was having.  

 

 

  

“We share our story not to 

gain sympathy, but to  

promote awareness.” 

How did the diagnosis impact your family’s everyday life? 

Of course you never want to hear your child or spouse has a 

disease or disorder. But, it is something out of your control. For us 

it was like, now we know what the diagnosis is so now we need 

to find ways to deal with it. First, we were given plans on how to 

handle bleeding which included RICE (rest, ice, compression, 

and elevation), oral and nasal Amicar, and von Willebrand fac-

tor. Some things may seem simple or common sense, but it was 

actually helpful, because things changed from how we were 

told to handle bleeds years ago. Right after the diagnosis we 

were not comfortable going out to eat, movies, and enrolling in 

activities because were concerned something may happen. 

Now we do things as family like going out, playing tennis, bike 

riding, golf, and swimming. We were told being active also is 

helpful to von Willebrand disease. There are some things that we 

do not participate in like football, soccer, or wrestling.  

What advice would you give to newly diagnosed families? 

I would tell newly diagnosed families to reach out to their treat-

ment center, Nevada Hemophilia Foundation, and the commu-

nity. We share our story not to gain sympathy, but to promote 

awareness. And we have found other families that are dealing 

with bleeding disorders. The resources and programs provide 

families with the support that is needed to live a healthy and 

happy lifestyle for the entire family. Because even though my 

older son EJ and I do not have von Willebrand disease we are still 

impacted by it. 
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Let’s Get Social 

 

 

Follow us on Social Media! 

Like us on Facebook!  facebook.com/NHFNV 

Follow us on Twitter! @NVHemophilia 

Follow us on Instagram @NHFNV 

Subscribe to our YouTube Channel NHFNevada 

February Social Media Contest: 

Who adds love to your life? Here at the Chapter we love our amazing bleeding 

disorders community and everyone who supports them! 

Share a picture of who adds love to your life in a comment by February 20th, and 

be entered for a chance to win two tickets to the Winter Wine Fest on February 

23rd! xoxo 

Winner:  

Logan Kennedy, “Don’t know what I would do without these two! They are my 

everything!” 

Participants:  

Betsy VanDeusen, Christine Bettis, Nohemi Ramirez, Tiffani Kelly, Brandi Dawkins, 

Stephanie Hrisca-Kennedy, Sue Hrisca, Katrina Goodman, The Giving Water. 

March Social Media Contest: 

Support the 2018 Red Tie Campaign and Bleeding Disorders Awareness Month by 

taking a picture of yourself in your Red Tie. Show your creativity by the most unique 

way to put on that tie. Don't have a red tie? No problem. Check out  

redtiecampaign.org and visit the virtual photo booth where you can add a red tie 

to your picture. Anyone who posts a picture with a red tie, tags the chapter, and 

uses #RedTieCampaign during the month of March will be entered into a drawing 

for a $50 gift card.   

Upcoming Contests: 

APRIL: What’s one thing you’d want people to know about living life with a bleed-

ing disorder? Comment with your answer in this post for a chance to win a $50 gift 

card! 

MAY: Tribute to Mothers and Caregivers of people with bleeding disorders. Post a 

photo or comment in honor of a mother or caregiver in your life and be entered 

into a giveaway! 

JUNE: Active summer fun! Post a picture in the comments of you being active to 

be entered into a giveaway! 

http://www.redtiecampaign.org
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NHF 70th: A Revolution in Therapy Has Begun 
Steven Pipe, MD 

NHF 70th: A Revolution in  

Therapy Has Begun 
January 10, 2018 

 

Recently, when I was asked to describe the current state of 

bleeding disorders therapy in just one word, the word 

“revolutionary” came to mind. I chose that word because we are 

in the midst of a sudden, radical change in how hemophilia is 

treated as compared to the past. 

 

In the last few years alone, we’ve seen steady advances that 

have reduced the burden of traditional factor replacement. This 

has been achieved primarily through extended half-life factors. 

But the more dramatic changes have been the recently ap-

proved non-factor replacement therapies that offer a completely 

new way of doing prophylaxis. They feature a unique mechanism 

of action and for the most part, involve subcutaneous administra-

tion. For several of these new therapies, dosing could be as infre-

quent as once a month, which is revolutionary for individuals who 

have needed IV infusions every other day since they were infants. 

More recently, in just the last two months of 2017, you probably 

read about two separate clinical trials that found that just one 

infusion of each of the novel gene therapies being studied elimi-

nated or nearly eliminated the need for preventive infusions of 

clotting factor. Moreover, these effects lasted for a year and a 

year and a half, respectively. 

  

The potential for gene therapy in treating bleeding disorders did-

n’t spring up overnight, but rather is the result of the hard work of 

many investigators around the world for the past 25 years. And it 

was 25 years ago that I began my career in research—when the 

recombinant era in therapy had just begun. Looking back, I re-

member that it didn’t take long for scientists to conclude that 

recombinant DNA technology held the promise of unlocking nov-

el therapies. And they were right. 

Current gene therapy technologies are still grounded in replace-

ment therapy. All that we’ve done is shift recombinant expression 

from the pharmaceutical manufacturing plant, where cells are 

grown in big vats, to the patient’s own “production facility” —their 

own liver—through gene transfer. This is a very important step to-

ward a cure. 

This is an exciting time for bleeding disorders research, but there is 

still so much to be done. As healthcare providers, we’re going to 

have to adjust and learn as these revolutionary therapies become 

available. The new gene therapies are not without some risk, so we 

must continue to maintain proper oversite and management. 

For 70 years, NHF has been a catalyst for much of this innovation. If 

you were to look at which researchers and clinicians have impact-

ed this field of study, you would find that many of them have re-

ceived support through NHF’s Clinical Fellowship program, or their 

research was helped by the Judith Graham Poole and Career De-

velopment Awards.  All of these people have contributed, whether 

on the clinical or basic science side, to take us to the place we are 

today. 

But it’s not only the training of clinicians and the grant opportunities 

that are part of NHF’s 70-year legacy. It is the message to the com-

munity that innovation is achievable. It is giving people a reason to 

dream about what may have once seemed impossible. Children 

today born with hemophilia are being born into an era where, due 

to these groundbreaking therapies, they should in all respects be 

able to live their lives to their fullest potential. 

 

Steven Pipe, MD 

Chair 

NHF Medical and Scientific Advisory Council (MASAC) 
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  Winter Wine Fest—A Great Success 

Held on February 23, 2018, the Winter Wine Fest 

is an annual wine tasting event hosted by the 

Nevada Chapter of the National Hemophilia 

Foundation to raise 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.  

Total funds raised in support of our mission: 

$16,546 

These funds could send 30 kids to camp or  

provide 55 families with financial assistance! 

Special thank you to event chair  

Kelly Gonzalez and our generous sponsors  

and volunteers. 

Winter Wine Fest 
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National Program Spotlight: Red Tie Campaign 

This year, we’re building upon the success of the fundraising goal from last year’s Red Tie Challenge to launch a new campaign that cel-

ebrates our advocacy and awareness-raising efforts and challenges our community to raise $25,000 to fight bleeding disorders. 

“For years, as the largest nongovernment funder of research awards, fellowships and grants, NHF has been the leading fight against 

bleeding disorders. In partnership with NHF, we have advanced the standard of care and the quality of life for our community,” said Betsy 

VanDeusen, Chapter Executive Director. “We aim to raise an increased level of funds and do even more to build awareness to support 

our research, education and advocacy initiatives in Nevada and across the country.”  

To participate in the 2018 Red Tie Campaign, you can: 

• Sign: Join the fight to protect access to quality healthcare for people with bleeding disorders and for all Americans by sign-

ing our open letter. 

• Give: Make a donation to support NHF’s innovative research, critical advocacy, and education programs.  

• Share: Follow #RedTieCampaign on Twitter, Facebook and Instagram, and create your own red tie style with our customi-

zable photo booth.  

To learn more about the Red Tie Campaign, visit RedTieCampaign.org. For more information on bleeding disorders and the Nevada 

Chapter of the National Hemophilia Foundation please visit hfnv.org.  

NHF Nevada Launches the 2018 Red Tie 

Campaign  

In March 2016, hundreds of Nevadans and thou-

sands of Americans nationwide participated in the 

first-ever Red Tie Challenge during the first-ever 

Bleeding Disorders Awareness Month.  

Last year, we added a fundraising component to the 

campaign, and together with chapters across the 

country, we raised $20,000 to support National He-

mophilia Foundation’s (NHF) advocacy, education, 

and research initiatives. 

Now, it’s time to put on your red ties again and join 

us for the 2018 Red Tie Campaign!  

Donations made online at  

RedTieCampaign.org to  

support the Nevada Chapter 

will be matched up to $500—

directing much needed  

resources to the Nevada 

bleeding disorders community. 
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Todavía está a tiempo de protegerse de la gripe, y sí, ¡aún puede  

vacunarse! 

Todavía está a tiempo de 

protegerse de la gripe, y sí, ¡aún 

puede vacunarse! 

 

Los adultos y los niños con trastornos hemorrágicos pueden y 

deben vacunarse contra la gripe 

 

Si no se siente tan bien, y tiene fiebre y dolores musculares, puede 

que se haya unido a los millones de personas víctimas 

del impacto del virus de la influenza de esta temporada. Y no es 

por asustarlo si ahora se siente bien, pero puede que la gripe 

dure hasta mayo, así que vale la pena protegerse. ¿Sigue 

pensando en qué puede hacer para evitar enfermarse? A 

continuación, se presentan algunas respuestas a preguntas 

comunes relacionadas con la gripe: 

 ¿Es muy tarde para que me administren la vacuna contra la 

gripe? 

¡No! Si bien es mejor vacunarse antes del inicio de la temporada 

de gripe en otoño, hacerlo puede ofrecer cierta protección en 

caso de que no se haya vacunado contra la gripe aún. La 

temporada de gripe generalmente tiene su auge en los meses 

de enero y febrero, pero a veces se extiende hasta abril y mayo. 

Los Centros para el Control y la Prevención de Enfermedades 

(Centers for Disease Control and Prevention, CDC) indican que el 

cuerpo toma dos semanas para desarrollar anticuerpos 

resistentes a la gripe, así que no lo retrase. 

 ¿Las personas con trastornos hemorrágicos deberían vacunarse 

contra la gripe? ¿Y el nebulizador nasal para la gripe? 

El Consejo Asesor Médico y Científico (Medical and Scientific 

Asvisory Council, MASAC) de la Fundación Nacional de Hemofilia 

recomienda en el documento nro. 252 del MASAC que las 

personas con trastornos hemorrágicos sigan las 

recomendaciones sobre vacunas de la Academia 

Estadounidense de Pediatría y de los CDC. En el caso de la gripe, 

esto quiere decir que todas las personas, a partir de 6 meses de 

edad, deben vacunarse. 

El MASAC indica que se deberían evitar las inyecciones 

intramusculares, pero de administrarse, deben precederlas una 

terapia de factores. Las vacunas contra la gripe intradérmicas, 

administradas bajo la piel en vez de en un músculo, son otra 

opción. Consulte con su hematólogo y con el equipo de 

atención médica de su centro de tratamiento de hemofilia 

(Hemophilia Treatment Center, HTC) sobre cuál es el mejor 

método de vacunación para usted y para su hijo. 

Sin embargo, algo es seguro: no pueden evitarse las vacunas por 

completo. A partir de la temporada de gripe 2016-2017, los CDC 

dejaron de recomendar la versión de aerosol nasal de la vacuna 

contra la gripe al indicar que no era efectiva. 

 ¿Cómo sé si tengo gripe? 

Como un resfriado, la gripe puede causar dolor de garganta, 

estornudos, congestión nasal y tos. Pero los síntomas de la gripe a 

menudo son más graves y pueden incluir fiebre, dolores y 

escalofríos. Dichos síntomas también suelen presentarse 

rápidamente. 

 ¿Qué puedo hacer para sentirme mejor? 

Descanse mucho y beba agua y otros líquidos para evitar la 

deshidratación. Dado que la gripe es muy contagiosa, las 

personas que piensan que la tienen deberían quedarse en casa 

hasta que se sientan mejor o al menos durante 24 horas luego de 

pasar la fiebre. 

 ¿Cuándo necesito llamar al doctor? 

La mayoría de las personas no necesitan atención médica para 

recuperarse. Sin embargo, la gripe puede generar neumonía, 

bronquitis, sinusitis e infección de oído, y puede empeorar 

problemas de salud crónicos, como el asma.  

Esté atento a estos síntomas de complicaciones: 

• Falta de aire o dificultad para respirar 

• Dolor u opresión de pecho 

• Mareo o confusión repentina 

• Vómito grave o persistente 

• Síntomas que pueden desaparecer y luego volver con fiebre 
o tos 
 
En los niños, esté atento a: 
• Piel azulada 
• Apatía o comportamiento inusualmente irritable 
• Fiebre con erupción 
 
En bebés, esté atento a: 

• Dificultad para respirar 

• Incapacidad para comer 

• Señales de deshidratación, como ausencia de lágrimas al 
llorar o menos pañales húmedos de lo normal 
  

¿Qué puedo hacer para evitar la gripe? 

Lavarse las manos e intentar mantenerse lejos de quienes están 

enfermos puede prevenir la transmisión de gérmenes. ¡Y vacúnese 

contra la gripe! 

Article from HEMAWARE Spanish  

https://www.cdc.gov/flu/weekly/usmap.htm
https://www.hemophilia.org/sites/default/files/document/files/252%20ER%20Management.pdf
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  Program Recap: Spring Education Events 

January 24, 2018   

Education Dinner: Step It Up! Being More Active with Hemophilia   

Twenty community members attended the presentation shared 

by Patty Eastin on ways patients can stay active and reach their 

personal goals while being protected, as well as reviews ways to 

communicate by having constructive conversations.  

Thank you to Pfizer for hosting the education dinner.  

 

January 27, 2018 

Teen Leadership: Transition Ignition & Break Out Group Discussions 

Seventeen teens attended the four hour program at Dave & Bust-

ers. Transition Ignition presented by Bayer was an interacive pro-

gram engineered for honest open discussion that encouraged 

young adults engaging in their treatment and health.  

The second half of the meeting was split into boys and girls.  The 

boys had an open forum discussion led by Johnson Shao about 

what’s next and careers, while the girls had a great talk about 

their developing bodies assisted by Amber Federizo.  

Thank you to Bayer, HTCNV, and Hemophilia Alliance Foundation 

for your support of this program.  

 

February 10, 2018 

Education Dinner: No Sweat 

Forty community members attended the two hour education 

dinner at Maggiano’s Restaurant. Speaker Kristine Pearl guided a 

very interesting and engaging talk about physical activity and the 

benefits of staying active through sports and exercise in our daily 

lives.   

Thank you to Shire for hosting this education dinner.  

 

February 24, 2018 

Women’s Wellness Retreat 

Sixteen women came together in Reno for a full day of learning, 

relaxation, and wellness. The day began with a yoga and medita-

tion session, followed by engaging and interactive presentations: 

“Factor Fiction” and “Tools in the Toolkit.” After lunch participants 

connected during a support group and created terrariums to 

take home and remember their wellness intention.  

Thank you to Bioverativ, Brothers Healthcare, and HTCNV for your 

support. 

 

Check out the great education  

programs and events that have  

already taken place in 2018! 

These events and learning  

opportunities are made possible 

through the generous support of 

sponsors and donors of the  

Nevada Chapter. 
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Program Recap: Washington Days 

1. Register Your 

Walk  Team. 

 

2. Call Your  

Representative. 

 

 

3. Sign-Up to  

Volunteer with the 

Chapter.  

TOP THREE 

If you only do 

three things this 

Spring… try our 

top three  

actions for  

empowerment! 

 March 7-9, 2018 

Washington Days 

Five Nevada community members and Chapter 

Staff met with Nevada’s U.S. Representatives and 

Senators to advocate for access to quality care. 

On Thursday, March 8th our community members 

met with Senator Dean Heller and staff members 

of U.S Representative Dina Titus, Senator Catherine 

Cortez Masto, Representative Mark Amodei, and 

Representative Jacky Rosen.  

Important messages were shared on maintaining 

the essential health benefits—especially no life 

time caps and pre-existing condition exclusions.   

 In addition, the importance of the HTCs to the 

overall health and quality of care for bleeding 

disorders patients was shared with a request to 

maintain federal funding for these important  

programs.  

Thank you to donors to the Nevada Chapter of 

the National Hemophilia Foundation that made 

this trip possible.  

Interested in Advocacy? The Nevada Chapter is 

seeking volunteers for the Advocacy Committee 

that will help advocate at the state and federal 

level in the future. Contact Betsy at  

bvandeusen@hemophilia.org to learn more.  

 

  

You can still support the effort! Visit 

www.redtiecampaign.org for ways to support by 

signing, posting, and donating.  

• Keep spreading the word by posting your 

Red Tie pictures with #RedTieCampaign. 

• Donate to the Nevada Chapter at 

www.redtiecampaign.org/donate to help us 

reach our $500 goal.  

• Add your name to our letter of asking for  

protecting of access to quality healthcare. 
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  In the Numbers 

Check out the impact your support  

is making in the Nevada bleeding disorders community.  
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In The Numbers  
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ACT—Access to Care Today  

Achieve a CURE Tomorrow 

http://www.hfnv.org/

