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e HEMOSTASIS & THROMBOSIS CENTER oF NEVADA

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

Come see us at our

new Las Vegas location!
8352 W. WARM SPRINGS RD. STE. 200 LAS VEGAS, NV 89113
P: 702-330-0555  F: 702-832-1128

6880 S. MCCARRAN BLVD., STE. 4 RENO NV 89509
P: 775-622-7371  F: 775-800-5748

www.HTCNV .org

Services provided:
* Diagnostic testing & screening
* 340B Pharmacy Services
* Physical therapy
+ Social work & case management
 Dental asastance
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The Nevada Chapter of the National Hemophilia Foundation's mission is to improve the quality of care and life for people with

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

progress. Working together is success."

he mophilia,

to prevent-
oge ther is

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

Betsy VanDeusen
Executive Director
Phone: 702 -564-4368 x100

bvandeusen@hemophilia.org

Phone: 702 -564-4368 x101
mmagana@hemophilia.org

. Kaley Dingeman

~ Development Manager
Phone: 702 -564-4368 x 102
kdingeman@hemophilia.org

Maureen Magana -Salazar
Chapter Bilingual Program Manager Directors

Our Team

Board of Directors

President: Kim Luong Velasquez

Vice President:

Treasurer: Miriam Calderon
Secretary: Renee Cotrell Duran

Sarah Hoover

Stephanie Hrisca & Kennedy

Steve Findley
Carlos Reyes

Kayla Faase , Communications Intern & Contributing

Editor

SWIRL. SIP. BID. REPEAT!

WINTER
WINE

FEST
———— L

Wine Tasting. Wine Pull.
Silent Auction.

Friday, February 7th - 6 pm

Brio Tuscan Grille Town Square

'S

Nevasa CappTer
NaTianaL Benoresua FOINBATION
wa bivr.acg

RSVP: http:/ /bit.ly/WinterWineFest2020

Benefitting Families and
Children with Bleeding
Disorders

NOW!

General Admission Ticket
$35 in Advance
$40 at the door

ing a variety of wines and
appetizers on the heated

VIP Experience Tickets: $

Includes early entrance to
the event at 6 pm, access
to premium wines and
high-end hor s

in the VIP Tasting Room,
custom Winter Wine Fest
wine glass and two raffle
entries.

Limited to 30 tickets.

TICKETS ON SALE

S

Includes two hours of tast-

patio at Brio Town Square.

75
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Letter from Our Executive Director

Hemophilia News and Views

/ Mensaje de nuestra Directora Ejecutiva

Dear Friends,

| 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 & 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:

9 Improved access to care by advocating for
less barriers to accessing care and treatments

T Held 35 events offering over 180 hours of edu-
cational programing and 49 hours of peer sup-
port and community building programming

T  Helped 32 families when they needed it most
with emergency financial assistance

| 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 & helping
themreach 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

Queridos amigos,

Quiero extender mi sincero agradecimiento a todos
los que hicieron del 2019 un éxito. Hemos tenido un
afio con muchos cambios, nuevos desafios e in-
creibles historias de éxito.

La adaptabilidad, la perseverancia y la dedicacion
de nuestra comunidad de trastornos de la coagu-
laciéon de Nevada continGan inspirandome a encon-
trar nuevas formas de cumplir con nuestra mision de
encontrar la mas alta calidad de atencién médica y
calidad de vida a través del apoyo de la comuni-
dad, la educacion y la abogacia para los afectados.

Ver a una comunidad de apoyo crecer para los tras-
tornos de la coagulacion es increible, con nuevos
donantes, colaboradores y voluntarios uniéndose a
nuestra comunidad dedicada de colaboradores pa-
ra marcar la diferencia cada dia.

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 coagulacion.

Estos son solo algunos de los puntos destacados de
este afio que usted ayudo a lograr:

I Mejoramos el acceso al cuidado médico por
abogacia para tener mas acceso a cuidado y
tratamientos

I Celebramos 35 eventos ofreciendo mas de 180
horas de programacion educativa y actividades
de fortalecimiento comunitario.

1 Ayudamos a 32 familias cuando mas lo necesita-
ban con asistencia financiera de emergencia

Tengo una ultima solicitud para el 2019. ¢ Podrias
hacer el futuro més brillante al hacer un regalo de fin
de afio? Su donacion apoya a las personas afecta-
das por trastornos hemorragicos desde el nacimiento
hasta la edad adulta, ayudandoles a alcanzar un

futuro productivo, sin dolor e independiente . iDone
ahora hasta el 31 de diciembre para hacer posible

un futuro mas brillante!

Con un cordial saludo v un sincero agradecimiento,

Betsy VanDeusen
Directora ejecutiva
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2020 Calendar of Events

CALENDAR OF EVENTS

Hispanic Meet -Up, LV 8/1 Renee Paper Picnic, LV
Genentech Dinner, LV 8/5-8 Nat 6l Bl eeding Disorders Co
Atlanta
Winter Wine Fest, LV 8/20 Mother/Daughter Night Out, LV
Genentech Dinner, Reno 8/22 Tahoe Family Day, Tahoe
Ladies Night Out, LV 8/29 Bayer Dinner, LV
Family Community Event, LV
Washington Days, DC 9/9 Education Dinner, Reno
o 9/12 Reno Unite For Bleeding Disorders
Sanofi Dinner, LV Walk
Leaders In Training, LV 9/18-20 Familia De Sangre, CA
Spring Education Fest, LV 9/26 Las Vegas Unite For Bleeding
. Disorders Walk
Bayer Dinner, LV
World Hemophilia Day, LV 10/5 Education Dinner, Elko
Latinos Unidos Luncheon, LV 10/29 Trunk or Treat, LV
Golf Gets In Your Blood, LV
Takeda Dinner, Reno 11/7 Takeda Dinner, LV
Outdoor Family Event, LV 11/11 Ely Holiday Event, Ely
Ladies Night Out, LV 11/19 Father/Son Night Out, LV
11/21 Bikes In Your Blood, Henderson

Camp Independent Firefly, CA
Pl ay Group: Childrends Museum, LV

Coupleds Retreat, LVvI125 Annual Meeting, LV
12/9 Elko Holiday Event, Elko
Teen Camp, CA 12/10 Reno Holiday Event, Reno

Hispanic Meet -Up, LV

Leaders In Training, Elko

NNV Family Conference, Elko

Elko Unite For Bleeding Disorders Walk

IMPORTANT DEADLINES

Junior Counselor Applications Due

Camper Applications Due

Teen Camp Applications Due

Travel Grant Requests for National Bleeding Disorders Conference Due

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.



Young Adults and Insurance

Considerations When Deciding on
a Health Coverage Plan

For more information, visit
h2hyourvoice.com to download

Young Adults and Hemophilia B.

This content is brought to you by Pfizer.

For young adults with hemophilia, having insurance is

a crucial step in becoming independent; the annual costs
of treating hemophilia can make access to health care
coverage a necessity.! Appropriate health insurance can be
provided through an employer and is an important factor
to consider during a job search, but there are other options
to explore for purchasing insurance outside of employment
as well.

Timing can be key: There may be a waiting period before a
recently hired employee is covered under a new policy, or
there may be open-enroliment dates to keep in mind for
other health insurance options.

Questions to Ask About Health Insurance Plans

When deciding on a health care plan, here are some of
the important points to consider, as well as the definitions
of some key terms in understanding health insurance.

What are the plan’s exclusions and/or limitations? Exc/usions
are health care services for which your health insurance or
plan doesn't pay.?

Is clotting factor covered?
Does the plan offer product choices for clotting factor?

Does the plan cover visits to your primary care provider and
your hemophilia treatment center?

Are referrals required, and if so, for which services? A referral
is a written order from your primary care doctor for you to
see a specialist or get certain medical services.?

Is there a lifetime or yearly limit or cap? A /imit or cap is
the maximum benefit paid by the insurer; some insurance
companies have caps on certain costs.

What are out-of-pocket costs for the in-network providers
versus the out-of-network providers? Out-of-pocket costs are
your expenses for medical care that aren’t reimbursed by

insurance. Out-of-pocket costs include deductibles,
coinsurance, and co-pays for covered services, plus all costs
for services that aren’t covered.?

What is the annual deductible for in-network providers versus
out-of-network providers? A deductible is the amount you pay
for covered health care services before your insurance plan
starts to pay.?

How much is the monthly premium? A premium is the
amount paid for the insurance coverage.?

“It is important for [young adults], especially those
with a chronic condition, to realize the necessity of
having health insurance, as well as knowing what it
takes to maintain that insurance.”

— Joy Mahurin

Reimbursement Specialist

Maintaining Health Insurance

People living with hemophilia should keep in mind the
potential for a lapse or gap in health insurance. In most
cases, young adults may stay on their parents’ policies
until age 26.% However, it's important to be aware of the
potential for a lapse in coverage after age 26 and prior to
having a policy of one’s own through an employer or

the Health Insurance Marketplace. One option to retain
medical coverage is Consolidated Omnibus Budget
Reconciliation Act (COBRA) coverage. Other options may
be state-sponsored individual Health Insurance Portability
and Accountability Act (HIPAA) insurance plans and even
Medicaid (for those who are disabled or who meet income
requirements). In addition, for those who struggle to keep
up with health care costs, some National Hemophilia
Foundation (NHF) chapters have programs that can assist
with paying deductibles, co-pays, and premiums.

References: 1. Chen SL. Economic costs of hemophilia and the impact of prophylactic treatment on patient management. Am J Manag Care. 2016;22(suppl 5):8126-S133.
2. US Centers for Medicare & Medicaid Services. Glossary. Healthcare.gov Web site. https:/Avww.healthcare.gov/glossary/. Accessed March 28, 2019. 3. US Department of Health &
Human Services. Young adult coverage. HHS.gov Web site. https://Awww.hhs.gov/healthcare/about-the-aca/young-adult-coverage/index.html. Accessed March 28, 2019.

PATIENT
3 AFFAIRS

LIAISONS

Patient Affairs Liaisons are Pfizer hemophilia employees who are dedicated solely to providing support to the
community. Your Pfizer Patient Affairs Liaison is available to help you access the support and information

you need. To find your Patient Affairs Liaison, go to hemophiliavillage.com/support/patient-affairs-liaison-finder
or call Pfizer Hemophilia Connect at 1.844.989.HEMO (4366).

PP-HEM-USA-1194 © 2019 Pfizer Inc.

>

All rights reserved. June 2019
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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 Ll 2

0it has been |ife changing. o

What kinds of obstacles do you face daily? The Nevada Chapter of the National

Jillian: 0The challenges of going ;Fl)empmlk?‘o':lour}dﬁgonv&%tlhﬁﬁré\%d

having issues with nosebleeds and bruises. We have to organization the Hendrickson family has truly

take medication all the time for that and | have to take been i nvol ved with and 0

infusions one to three times a week. 0 . .
changing. o

What are your concerns with your son being at school?

Jillian: 0At school a lot of pddpld adisOeSPded oift Myndiiggest; ghal |
not taken seriously. The HTC center is actually going to his only do | have a severe bleeding disorder, but | am a moth-

school to do a skills and education session with the nursing er of someone who has a bleeding disorder. My genetic

staff, principal, and all the staff members so that they can testing revealed that | have three different types of Von Wil-

take better care of  Parker and any other child with bleed- | ebr ainwddisch is extremely rare. Oft

ing issues. Everything is tr ea tdgsfandthepgverity ofifandtend fo RrysRihoff Explaigngt n hi m.

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

How does it impact each of you differently? What are your the hardest thing. 1t06s hard to ex
different perspectives on it? leave for my son or for myself to take medication or go and

get factor treatments. | have to maintain a full -time job and
Parker: oOWhen people bump intoShd!dr Pie gihy ompeakdiyr siickefn
get bruises from that and itds really unfortunate, but | heal .
I'n PE sometimes | dondt want t&opP&rtdiciopdhed Hedddsd megedihem, 1
like itds too rough for me, |iKR&EVEIrdg Y ®dtddri Pot LPYW dPMed earni
that involve contact. | often &IRPt efant O0Vve PJi1efy Neeflo s Pgnyech abou
they kind of force me to becaud&OivesgdeRdndLtrEry adfq! feel bad fo
school rules. If 1 get hit or d@Wbiakeijaygy and|coyldhgyesitbpcguseitjugtgtinks.o my
Von Willebrand Disease | must di0tm d§gying d@onyrriceel t| @&amd geit the
when | sit out, because | &m us &PWmngeapoptitsodgan help hamin emergency situae e
what 6s happening, 16m not just tdtodSk iTAMI& dSomMOadPke Jeiom what |
some fresh air.o



fidelis

specialty pharmacy

&

t
i
N |
LAs "

ONYOUR. =
JOURNEY

Serving Nevada

« Individualized Care 99%

» 24/7 Access to Knowledgeable Pharmacists

« Secure Pharmaceutical Supply Chain saﬁs:_.::’:;ie;:

« Compliance Monitoring & Adherence Programs Survey Data

* Home Nursing Services Coordination

* Understanding Insurance Benefits Batod on 2017 pationt stfecin aurvey
Sirviendo a Nevada

« Atencién Personalizada 5275 Arvllle Street Sulte 156
» Acceso 24/7 a Farmacéuticos con Experiencia Las Vegas, Nevada 89118

- Cadena de Suministro del Factor de Coagulacién Segura www.fidelis-rx.com
* Monitoreo del Cumplimiento de Normas y Programas de Adhesion
« Coordinacién de Servicios de Enfermeria .
* Ayuda para Entender sus Beneficios de Seguro (702) 815-0800
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Bikes In Your Blood

BIKES: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:

9 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 Gd&s Rollind Workshop | Pro Cyclery
River Mountain Bike Shop | Public Works Coffee




