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eemmmmmm|  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 g55|stance
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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 he mophilia,
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 t oge ther 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 Officers
bvandeusen@hemophilia.org

Board of Directors

President: Kim Luong Velasquez

Vice President: Renee Cotrel Duran
Maureen Magana -Salazar Treasurer: Miriam Calderon

Chapter Bilingual Program Manager Secretary: Stephanie Hrisca 9 Kennedy
Phone: 702 -564-4368 x101

mmagana@hemophilia.org Directors

Steve Findlay

. Kaley Dingeman Carlos Reyes

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

CALENDAR OF EVENTS

BLUE = Online Format 8/1 Renee Paper Picnic, LV
BLACK = Continuing as Scheduled 8/5-8 Nat 61 Bl eeding Disorders
Atlanta

4/2 Happy Hour: Quarantine Moming 8/20 Mother/Daughter Night Out, LV

4/9 Happy Hour: Familia De Sangre 8/22 Tahoe Family Day, Tahoe

4/16 Happy Hour: Teen Time 8/29 Bayer Dinner, LV

4/16 Online Education

4/17 World Hemophilia Day, LV 9/12 Reno Unite For Bleeding Disorders Walk
9/18-20 Familia De Sangre, CA

5/13 Online Education 9/26 Las Vegas Unite For Bleeding

5/21 Ladies Night Out, LV Disorders Walk

6/8-13 Camp Independent Firefly, CA 10/5 Education Dinner, Elko

6/27 -28 Coupl eds Retreat, LV 10/29 Trunk or Treat, LV

7/11 Latinos Unidos Luncheon, LV 11/7 Father/Son Night Out, LV

7/11-15 Teen Camp, CA 11/11 Ely Holiday Event, Ely

7124 Leaders In Training, Elko 11/21 Bikes In Your Blood, Henderson

7124 -25 NNV Family Conference, Elko

7125 Elko Unite For Bleeding Disorders Walk 12/5 Annual Meeting, LV
12/9 Elko Holiday Event, Elko
12/10 Reno Holiday Event, Reno

IMPORTANT DEADLINES

4/15 Teen Camp Applications Due
5/30 Travel Grant Requests for National Bleeding Disorders Conference Due
6/30 Travel Grant Requests for Familia De Sangre Due

This is a DRAFT Calendar. Dates & topics subject to change. Please check the Chapter website and request an
updated calendar periodically.
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Letter from Our Executive Director / Mensaje de nuestra Directora Ejecutiva

Dear Friends, Queridos amigos,

A sense of connection is hard to come by these Es dificil llegar a un sentido de conexién en estos
days. As we all Stay Home for Nevada _and dias. Como todos nos guedamos en casa para
make drastic changes in our routines to protect Nevada y hacemos cambios drasticos en nues-
the lives of those around us, it is harder than ever tras rutinas para proteger las vidas de los que

to feel connected. nos rodean, es mas dificil que nunca sentirnos
The strength of the bleeding disorders communi- conectados.

ty lies in our deep sense of connection and be- La fuerza de la comunidad de trastornos de san-
longing and our fierce support for one another. gre radica en nuestro profundo sentido de co-

| challenge you to find new ways to connect. A nexion y pertenencia, y en nuestro feroz apoyo
phone call, video chat, online program, or even mutuo. Te animo y te desafio a que encuentres
a text can help reduce isolation and could be nuevas formas de conectarte . Una llamada te-
the thing that keeps a friend afloat. lefonica, un chat de video, un programa en li-

nea o incluso un mensaje de texto pueden ayu-
dar a reducir el aislamiento y podrian ser lo que
mantiene a un amigo a flote.

We know the future is uncertain for many of you.
You may be facing loss of a job, loss of insur-

ance or reeling from the loss of a loved one. The

Nevada Chapter is here for you & even though Sabemos que el futuro es incierto para muchos
we canét be in person, we ar deustadés]Pueddestarenfréenandd la pémida
you get through this. de un trabajo, la pérdida del seguro médico o
Sincerely, la recuperacién de la pérdida de un ser queri-

do. El Capitulo de Nevada esté aqui para usted
aunque no podemos estar en persona, todavia
estamos aqui para ayudarlo a superar esto.

u,‘, 5

Chapter Executive Director

Sinceramente

Betsy VanDeusen
Chapter Executive Director

Meet The Board: Stephanie Hrisca -Kennedy

1 Nevada Chapter Board Member Since December 2019
I Board Secretary

1 Advocacy Committee

Stephanie is excited to join the board after becoming involved with the chap-

ter after her sonds surprised diagnosis wit
they didndét know where to turn and found t#h
ing Spring Fest for the first time their hope was renewed after seeing other smil-

ing families.

Stephanie is eager to give back to the community that is so important to her-
self and her family. Stephanieds drive and
Masters Degrees in just 18 months and she is looking forward to advocating

with the same ferocity for the bleeding disorder community.
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Program Recap: Spring Events

January 16: Hispanic Leadership Council

We held our first ever Hispanic Community Leadership
council meeting where 8 of our community members shar-
ing ideas on how we can be more inclusive with the His-
panic community and how they can be more involved in
our chapter.

Sponsored by Takeda

January 17: Teen Council Meeting, Las Vegas, NV
While building paracord bracelets 8 teen council members
discussed the type of events they would like to have
throughout the year including a painting workshop and
volunteering.

January 18: Genentech Product Dinner:

10 attendees joined us at Brio Tuscan Grille for a very in-
formative and interactive talk about Hemlibra. Nurse edu-
cator and Hemlibra trial member led an educational talk
and had participants share stories.

February 19: Genentech Education Dinner

42 Northern Nevada community members attended this
very educational and interactive program on The Science
of Optimism presented by Genentech.

February 20: Ladies Night Out

Ouir first Ladies Night out of 2020 was a success, 14 incredi-
ble women enjoyed some mocktail mojitos, crafting and
connecting while having a casual conversation on

selfcare.

Sponsored by Octapharma

February 22: Bowling For Bleeders

STRIKE! Our ® annual family bowling evening was a suc-
cess! We had 50 attendees enjoy 2 hours of bowling and
pizza at the South Point Casino!

0The most rewarding part of being in the board

important to my family. | have enjoyed helping support other families and advocating
for our community. o

Last year Stephanie attended the State Advocacy Day in Carson City. She and her husband shared their story

about barriers theyodve faced getting Graysonds medicati on.

ton Days. They joined over 400 community members and advocates from across the country in advocating for ac-
cess to health care and funding for Hemophilia Treatment Centers by meeting with legislatures and members of
their office.

Originally from Michgan, Stephanie relocated to Las Vegas her junior year of high school. Sheis a former high
school special education teacher but has taken time off to stay home with her two sons, Grayson (3) and Maddox
(2). Stephanie enjoys spending time with her amazing husband, crafting, reading and traveling.

To read Stephanies full Bio and get to know all of our board members visit https://hfnv.org/who _-we -are/staff.html

Tl
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THE EXTENDED-HALF-LIFE
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For patients >12 years

TWICE For all prophylaxis patients:

Recommended starting regimen is
Lty Jivi twice weekly (30-40 1U/kg)’
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EVERY Based on bleeding episodes:

Less frequent dosing of Jivi every 5 days
PRt (45-60 IU/kg) can be used"

P
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Based on bleeding episodes:
Fine tune |$ The dosing frequency may be further

Step up

adjusted up or down'

IU, international units; kg, kilograms; rFVIIl, recombinant Factor VIII.
e Jivi is an injectable medicine used to replace clotting factor (Factor VIII or antihemophilic factor) that
is missing in people with hemophilia A.

e Jivi is used to treat and control bleeding in previously treated adults and adolescents (12 years of age
and older) with hemophilia A. Your healthcare provider may also give you Jivi when you have surgery.

Jivi can reduce the number of bleeding episodes in adults and adolescents with hemophilia A when
used regularly (prophylaxis).

e Jivi is not for use in children below 12 years of age or in previously untreated patients.
¢ Jivi is not used to treat von Willebrand disease.

RMATION

¢ You should not use Jivi if you are allergic to rodents (like mice and hamsters) or to any ingredients in Jivi.
» Tell your healthcare provider about all of your medical conditions that you have or had.

« Tell your healthcare provider if you have been told that you have inhibitors to Factor VIII.

¢ Allergic reactions may occur with Jivi. Call your healthcare provider right away and stop treatment if
you get tightness of the chest or throat, dizziness, decrease in blood pressure, or nausea.
» Allergic reactions to polyethylene glycol (PEG), a component of Jivi, are possible.

¢ Your body can also make antibodies, called “inhibitors,” against Jivi, which may stop Jivi from working

properly. Consult your healthcare provider to make sure you are carefully monitored with blood tests
for the development of inhibitors to Factor VIII.
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