Nevada Chapter Newsletter Fall 2018

NEVADA CHAPTER ’
a _NATIONAL HEMOPHILIA FounDATION
ww.hfnv.org M v

Check out our
community
spotlight:

S
Aliyah Christmas
Pg 8 ‘

Unite for Bleeding
Disorders Walk &
5K a huge
success!

Pg 15




Page 2 Hemophilia News and Views

HEMOSTASIS

.. THROMBOSIS

“msmmms CENTER of NEVADA

NEVADA'S ONLY FEDERALLY-DESIGNATED BLEEDING &
CLOTTING TREATMENT CENTER FOR CHILDREN & ADULTS.

N

WHEREVER YOU ARE IN THE SILVER STATE,

WE'RE HERE FOR YOU.

(702) 960-5991 (775) 622-7371

6450 MEDICAL CENTER ST. LAS VEGAS NV 89148
2904 W. HORIZON RIDGE PKWY, STE. 200. HENDERSON NV 89052
6880 S. MCCARRAN BLVD, STE. 4. RENO NV 89509

www.HTCNV.ORG

ADVERTISEMENT



Fall Edition 2018

6

NEvaDA CHAPTER
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www.hfnv.org

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 Manager
Phone: 702 -564-4368 x102
cbettis@hemophilia.org

Board of Directors
Officers Directors

President: Brandi Dawkins Miriam Calderon
Vice President: Lupe Torres

Treasurer: Kim Luong Velasquez

Secretary: Sarah Hoover
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A Letter from Our Executive Director

Dear Friends,

| cannot express how grateful | am for our Nevada bleeding disorders community.

It was so moving to see everyone come together for our first ever Unite For Bleed- TOP THREE

ing Disorders Walk 0 your support through your donations, and through your fund-

raising efforts will make it possible for the Nevada Chapter to continue to be here If you only do

for you. three things this

As the weather gets cooler itds &esperalyino speLndFraolr|e €t i in¢g Yo u tOdU
southern Nevada. | encourage you to push yourself and try something new. The three

Nevada Chapter is introducing a new event this.éeafr 0Bi kes |
ing four courses for the novice to experienced cyclist, Bikes In Your Blood is a actions for

great chance to be active, and raise money to support a good cause. empowerment!

The Nevada Legislative session will begin on February 4 ', 2019. Now is the time to
brush up on your advocacy skills and start to get the word out about issues that

are important to you. To help raise grass roots support for access to healthcare,

the Nevada Chapter is holding an Advocacy Boot Camp on October 20 thin Las
Vegas at the Springs Preserve.

Sincerely,

Betsy VanDeusen
Chapter Executive Director

www.hfnv.org

2. Vote on 11/6!
Local, state & na-
tional elections
are crucial for ac-
cess to
healthcare.

3. Give Back.
11/27 is Giving
Tuesday. A day to
give where you
live. Support
bleeding disorders
on this national
day of giving!



http://www.hfnv.org
http://www.rockthevote.com
http://www.rockthevote.com
http://www.hfnv.org
http://www.hfnv.org
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Featured Events

H
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Fall Fam Jam
Saturday, October 20 & 21, 2018
Springs Preserve, Las Vegas, NV

Fall Fam Jam offers five tracks to empower the whole family! Sign

more tracks.

Saturday 10am -4pm: Advocacy Bootcamp
Saturday 10am -4pm: Couples Mini Retreat
Sunday 10am -12pm: New Family Infusion Class

-up for one or

Sunday 1pm -2pm: (Spanish) Steps For Living: Sugerencias para mejorar la comuni-

cacion con proveedores de servicios de salud
Sunday 10am -2pm: Teen Leadership Workshop

Those who attend at least one session will receive tickets for their family to attend
the Haunted Harvest at The Springs Preserve on Sunday, October 21 from 7 -9pm!

Las Vegas Mends Retreat
Saturday, November 10, 2018 - 12-3pm
Top Golf, Las Vegas, NV

Men only are invited for an exciting afternoon at TOPGOLF for an informal golf
clinic, a chance to hear Perry Parker, a PGA Professional share his story of over-

coming challenges related to bleeding disorders, and of course golfing!

RSVP by October 29th at www.hfnv.org

Bikes In Your Blood
Saturday, November 17, 2018
Equestrian Park South, Henderson, NV - 7am

Bi ke for the Bleeding Disorders

Communi ty!

bike fundraiser benefitting the Nevada bleeding disorders community. Four course
options make this a fun event for the whole family for novice to experienced cy-
clists. Bikers who donate or raise $25 or more will receive a Bikes In Your Blood T -Shirt

and goody bag.

Register, create a team, and donate at https://www.eventbrite.com/e/bikes -in-

your -blood -tickets -46234305051

Holiday Events

Las Vegas: Annual Meeting & Holiday Party =~ December 1st, East Las Vegas Com-

munity Center, 12:30 -7pm
Elko: December 5th, Hilton Garden Inn, 6  -8pm
Reno: December 6th, Hunsberger Elementary School, 6

Register online at  www.hfnv.org

-8pm

Join

u

S


http://www.hfnv.org
https://www.eventbrite.com/e/bikes-in-your-blood-tickets-46234305051
https://www.eventbrite.com/e/bikes-in-your-blood-tickets-46234305051
http://www.hfnv.org
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£ h I re Q Bleeding Disorders Conference

Monday, October 8, 2018
Shire Hello Talk & Dinner
Winnemucca

Genentech

A Member of the Roche Group

Tuesday, November 6
Education Dinner
Las Vegas

Give Where
You Live.

Tuesday, November 27, 2018
Giving Tuesday
Statewide

Thursday, December 13, 2018
Volunteer & Donor Appreciation Party
Las Vegas

Saturday, December 1, 2018

0th NHF

October 11 - 13, 2018
NHF Annual Meeting
Orlando, FL

Saturday & Sunday, October 20 & 21, 2018
Fall Fam Jam
Las Vegas

Saturday, November 10

Friday, November 16, 2018
E v Baydr Education Dinner
Las Vegas

Mends

Retreat & Golf

Las Vegas

Wednesday, December 5, 2018
Consumer Meeting &
Holiday Party
Elko

Consumer Meeting &
Holiday Party
Las Vegas

ONGOING: 2nd Saturday of the Month

New Family Play Group
Various Locations
Las Vegas

OCT 29 @ 5:30-TPW

6450 MEDICAL CENTER 4.

LK VEGPS NV 89148

PLEASE ROUP BEFORE 10/19 10 102-960-5991
CANDY, PIZZR, COSTUME CONTEST AND MORE...

Monday, October 29, 2018
HTCNV Trunk or Treat
Las Vegas

INYOUR

BIKES:BLOOD

Saturday, November 17, 2018
Bikes In Your Blood
Fun Ride Fundraiser
Las Vegas

Thursday, December 6, 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:

mmagana@hemophilia.org
702-564-4368


http://www.hfnv.org
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Un Mensaje de nuestra Directora Ejecutiva

Queridos amigos,

No puedo expresar lo agradecida que estoy por nuestra comunidad de tras-
tornos hemorragicos de Nevada. Fue tan conmovedor ver a todos unirse para
nuestra primera Caminata de Unite For Bleeding Disorders: su apoyo a través
de sus donaciones y mediante sus esfuerzos de recaudacion de fondos haran
posible que el Capitulo de Nevada continte aqui para ustedes.

A medida que el clima se enfrie, es hora de pasar mas tiempo al aire libre,
especialmente en el sur de Nevada. Los animo a que se esfuercen y traten
algo nuevo. El Capitulo de Nevada presenta un nuevo evento este afio
"Bicicletas en tu sangre". Con cuatro cursos para ciclistas principiantes y exper-
tos, Bicicletas en tu sangre es una gran oportunidad para estar activo y recau-
dar dinero para apoyar una buena causa.

La sesion legislativa de Nevada comenzara el 4 de febrero de 2019. Ahora es
el momento de repasar sus habilidades de abogacia y comenzar a correr la
voz sobre los asuntos que son importantes para usted. Para ayudar a aumen-
tar el apoyo popular para el acceso a la atencion médica, el Capitulo de Ne-
vada realizara un Advocacy Boot Camp el 20 de octubre en Las Vegas en
Springs Preserve.

Sinceramente,

Directora Ejecutiva

LOS TRES

Si solo haces
tres cosas este
otono ... jTrata
nuestras tres
acciones
principales para
empoderarte!

www.hfnv.org

2. iVota el 11/6!
Las elecciones
locales, estatales
y nacionales son
cruciales para el
acceso a la
atencion médica.

3. Retribuye. 11/27
es Giving Tuesday.
Un dia para dar
donde vives.
iApoye los trastor-
nos de la coagu-
lacion en este dia
nacional de dar!


http://www.hfnv.org
http://www.rockthevote.com
http://www.rockthevote.com
http://www.hfnv.org
http://www.hfnv.org
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Community Spotlight: Aliyah Christmas

Meet Aliyah.

Aliyah is a 10 year old girl whods health challenges i n-

spired her to give back.

For a long time, Aliyah and her mother struggled to o. .. Wh en S h € Wal k S
have her health concerns taken seriously. "Bloody mo n e S h e 6 S h e| p|
nose, after bloody nose, after bloody ose! 6 shared .
her mother, OHow frustrating to beeia Winnh anhw aunta t heir
regul ar basis and be told over and over itds normal .6

Aliyah and her mother knew something wasndt right,

and fortunately they kept fighting. After almost a year
of doctor visits and numerous tests, Aliyah finally was
diagnosed with storage pool deficiency.

Never |l etting her disorder keep h
out the tricks to keeping her bleeds under control.

Her mother thanks the Nevada Chapter for their role in
hel ping her daughter to feel empa
the chapterds educational dinners
events she has learned what activities are best for her
to keep herself healthy."

Aliyah enjoys learning why this disorder exists and likes
to give back. She knows whenever she walks and rais-
es money sheds helping others | ea
ders.

Aliyahdés drive and commitment hel
$2,350 for the 2018 Unite for Bleeding Disorders Walk,

winning her the Top Individual and Top Youth Fundrais-

er award.

Thank you to Aliyah and all of her friends and family for
your support of the Nevada bleeding disorders com-
munity.
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August Social Media Contest Winner: Monique Lindsay, Team Briova
Self-Donate to Your Team!

Whether it's $5 or $50, your self -donation is critical to our mission. Did you know it costs an
average of $550 per camper to attend Camp Independent Firefly? If each team rais-

es $550 we could cover the cost of almost 30 kids! That's why your dollars are so important
to our walk.

Special thanks to everyone who helped Nevada compete in the Bayer 5K Facebook
Chapter Challenge:

Jacey Lynn, Christine Bettis, Mary Soto, Jenna Fox, Sarah Hoover, Lisa Perez, Josie Clark,
Andrea Barragan, Kelly Gonzalez, Joseph Gonzalez, Debbie Anderson, Jamie Walls Su-
chocki, Lupe Torres, Serene Torres, Amber Brown, Maureen Salazar -Magana, Liliana Serra-
no, Dustin Wax, Sarah Townsend, Sandy Silvera, Araceli Osthed, & Marisa Perry

Upcoming Contests:

October: Active Fall fun! Post of picture in the comments of you being active to be en-

tered into a giveaway!

November: Tel | us about one person youo6re thankful to
disorders community for the chance to win a Bikes in Your Blood tshirt!

December: Share our holiday giving campaign to your social media page for the chance

to win a gift card!

Follow us on Social Media!

Like us on Facebook! facebook.com/NHFNV
Follow us on Twitter! @NevadaNHF
Follow us on Instagram @NevadaNHF
Subscribe to our YouTube Channel NHFNevada

National Program Spotlight: Better You Know

YBETTER
« YOU KN@OW

Betteryouksnoav.welgsi te for women and men who may experience
been diagnosed. NMWttihontahli sHesmotpeh(iNHFRag Fhooupnedsa ttioonr ai se awar en:
bl eeding disorders as part of our Better You Know campai g

But we candt do it on our own. We need your help You can
father, son or daughter, aunt or wuncle, neighbor or frieni
some cool videos and social media posts that will get foll

Visit betteryouknow.org for tools and resources you can u

Spread the word on soci al medi a
Share a Better YouKnow Video
Get Local Medi a Coverage

Request Postcards or Brochures to Distribute
and mor e!

= =8 -8 -8 9
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