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VISION STATEMENT FROM THE DIRECTOR

The Idaho Chapter of NHF We had a great start to 2021 with education, advocacy efforts, and
envisions a united community that community connections. So far our events have been virtual, but we
will make a positive difference in are hopeful to have events in person later this year. Please keep a

the lives of individuals affected by
a bleeding disorder.

Education: within and outside the

look out for our emails (idaho@hemophilia.org), social media posts,
and website for the most up-to-date information about our events!

bleeding disorders community. As you prepare for your year, I invite you to save the dates/sign-
Advocation: at local, state, and up for the following large-scale programs:

national levels. ¢ Camp Red Sunrise—Virtual: June 18-19 or In-Person:
Inclusion: of family, friends, and all June 26-28. Our annual Family Camp will be in two

those impacted by the disorders. sessions, one will be virtual and one will be in-person. As a
Development: of a legacy for a family you can choose to attend one of the other (limited

future of hope. attendance allowed for in-person)

¢ Family Education Weekend—August 6-7
Our annual conference/meeting is planned to be in-person
I NSI D E at the Galaxy Event Center in Meridian, Idaho.
* VWD Education and Appreciation Month—September
Our 2nd annual educational series focused on vonWillebrand

Chapter Staff i ) . ] } .
2 T Safltyy disease is planned to be virtual and split up into 4 sessions.

¢ Unite for Bleeding Disorders Walk—October 2

Our annual walk fundraiser will be in-person at a park in the

Women’s Retreat

4 Advocacy Education Boise area. We invite you to create your team now!
Washington Days * Holiday Party—December 11
Our annual holiday party will be in-person at a venue in the

COVID-19 Webinar

’ Boise area.
7 Constructive ) ] )
Conversations As we plan for these events in person, we will have precautions
Men’s Group in place to account for the concern of COVID-19. We will be
Your HTC communicating these restrictions and attendance expectations ahead

. of time for you to make the best decision for you and your family.
12 Bleeding Disorders ' )
Awareness Month If you have any questions, concerns, thoughts, or just want to say

hi do not hesitate to reach out to me. Talk with you soon.

Michael Krieger

Cell; 208-490-2596
Email: mkrieger@hemophilia.org



OUR CHAPTER

NHEF Idaho is fortunate to be
guided by an enthusiastic, talented,
and hard working group of people.

Board of Directors
Walter Justus, Acting President
Joe Rex
Michelle Weickum

Office Staff

Executive Director
Michael Krieger

Cell; 208-490-2596
mkrieger@hemophilia.org

Development Manager

Marlyn Walker
Cell; 208-631-9729
mwalker@hemophilia.org

Address

4696 W. Overland Road
Suite 234
Boise, Idaho 83705
208-344-4476
idahoblood.org

Board
Help Wanted

The NHF Idaho Chapter is looking for
additional members to serve on our
Board of Directors. If you, or someone
you know, might like to serve our
bleeding disorders community by being
on our board, please let us know. To
add balance to the board we would be
especially interested in talking to folks
outside of the bleeding disorders

community.

To learn more about this opportunity to

serve, please call the Chapter office.
208-344-4476

Spring

Plasma Safety

Our January educational session was
on Plasma Safety, hosted by Grifols.
Nurse Educator, Virginia Kraus, led a
great conversation and answered many

questions from the community. This
topic was very much appreciated and
informative. It was a great way to start
the year of our educational programs.

&

GRIFOLS

Women's Retreat

NHEF Idaho's Victory for Women
Retreat went virtual in 2021 with the
Mad Hatter's Tea Party. We did not let
going virtual stop Idaho's wonderful
women from getting together for
education and a few laughs. With over
20 ladies signed up for our two-day
event, March 12 and 19, we had a
beautiful presentation by Novo
Nordisk on hemophilia. We had a great
conversation and learned the basics in a
new way. We followed that session up
with an excellent presentation given by
our very own Stephanie Shea on
Essential Oils. We made bracelets,
mixed our very own oil roller, and had a
great time learning with new and old
friends.

Takeda started off night two with

a presentation on Mindfulness. We
learned so much, but we still had one
hour left to go of our great retreat.
James Wallace taught us about herbal
teas and how they can benefit women
with a bleeding disorder and our
families. He had terrific handouts that,
if anyone would like, we could share
with you.

Thank you to our great sponsors,
Novo Nordisk and Takeda, for their
outstanding support of this event. We
also want to thank Stephanie and
James for sharing their passions with us
to grow and learn. Most of all, we want
to thank each of you ladies that took
your time to join us for this event.

See you next year at our Victory for
Women Retreat.



HEMOPHILIA CAN BE DIFFICULT.

TRACKING IT
SHOULDN'T BE.

¢ HemMobile® App

@ TRACK BLEEDS

Photograph, map, and log each bleed

@ TRACK INFUSIONS

Record the date, time, and location
of every infusion

SHARE REPORTS

Create consolidated reports to share
with your treatment team

Download on the App Store® _ m E

or on Google Play ™

Pfizer will pot have occess to any personal informiation you enter
nto Hemdabile®,

Hernbdobile® is mat internded for curing, treating, seeking treatment
for, monaging. or dingniosing o specific dseose, dsorder, or any
spedific health conditian,

Hembdabike® is o negistensd trademork of Pfizer Inc

App Store is o trademark of Apple Inc, registensd in the U5
ard other countries. Geaghe Flay is o trodemark of Google LLE

B 2079 PMirer Inc
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Advocacy Education Series

During the months of February and March, we held a prepared us for Washington Days and was a great kick start
5-part Advocacy Education Series. During our session we for planning our local advocacy efforts. Thank you to

were able to learn more about the state legislature; gained Takeda for supporting this advocacy series and also hosting
tools to develop, refine, and tell our stories; practice our one of the sessions.

story telling, and learn more about each other. These topics

o
This year, our Washington Days over 250 visits. Thank you to the families that participated
experience was a little bit different, this year and thank you to the offices of Russ Fulcher, Mike
but still a great success. Instead of Simpson, Mike Crapo, and Jim Risch for listening to our
packing our bags, traveling across the stories and supporting the community.

country, and spending a few days in —
WASHINGTON Washington DC, we had a series of .
U';“'s virtual trainings and video conference :,
calls with the elected officials. Since it was virtual, we were u
able to take more families. We were well represented by
four families, each with their own powerful story and
experience; Shea, Walker, Justus, and Krieger. As Kyla
Krieger, first-time attendee reflected, “I really enjoyed being
a part of Washington Days this year. The representatives
really listened to what we had to say, were very interactive,
and seemed interested. I was not expecting them to be so
attentive. I really enjoyed being an advocate for our
community and I look forward to continuing throughout
the year”

Opverall, the Washington Days program had 388

community members, representing 46 states, participating in




See half-life, clearance and other
PK data from the crossover study
comparing Jivi* and Eloctate?

Visit PKStudies.com to find out more.

» Pharmacokinetics is the study of the activity &
of drugs in the body over a period of time. 3 -
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At Pfizer Hermophilia, we have always been deeply committed to you and to listening to
what you have to say. Over the years, what you've shared with us has proven invaluable.
The events we sponsor, the technology we develop, and the educational materials we create
are all designed in response to the requests, needs, and desires of the hemophilia community.

We are grateful for having the chance to partner with you.

—Your Pfizer Hemophilia Team
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Covid-19 Webinar

We collaborated with the West Regulatory Affairs for the West YO U R HTC
Virginia and Central Ohio chapters to  Virginia Board of Pharmacy discuss

bring a virtual COVID-19 webinar to  the implementation and distribution The Idaho Hemophilia Treatment
our community. We were lucky to have plan for the vaccine. Many questions Center (HTC) is part of the St.
the Medical Director from the West asked by the audience were answered Lulfe,s Healtb System, locatefl in
Virginia University Hemophilia during the call! If you missed the Boise. A dedicated staff of skilled

caregivers provide treatment and
extensive support including: annual
checkups, counseling, disease
specialists, lab tests, and education
for patients with hemophilia, von
Willebrand disease, and other
blood disorders.

Treatment Center, Dr. Samuel Merrill  session and interested in watching the
provide the latest information about session, go to:
the vaccines. In addition, we had Krista www.idahoblood.org/COVIDI19

Capehart, Director of Professional and  to see the recording.

THANK YOU FOR YOUR SUPPORT DURING 2020
IN RESPONSE TO THE COVID-19 PANDEMIC! Staff

Hematologists/Oncologists

. Nicolas Camilo, MD
W HEMOPHILIA Eugenia Chang, MD

NaTionaL HEMOPRILIA FounBATION ALLIANCE FOUNDATION Matthew Hansen, MD
i g vy Nathan Meeker, MD

Infectious Disease
_G_EnEHtEE:_h @ SANOFI J Sky Blue, MD,

Nurse Practitioner

B i O M A R | N Ocl.a phUrmO Stephanie Ciesla, FNP

Social Worker
Diane Bartlett, LCSW
@ Physical Therapist
Kay Craig, DPT

Education/Career Counselor

Constructive Conversations Men’s Group Colin Car, MSEd

Our March Educational Dinner was Our first Men’s Group of the year was a Dietician
hosted by Phizer. We had a great group  success!! Thank you to Octapharma for Valerie Robenstein, RD
of caregivers on the call learn more sponsoring our event full of education .

bout G e C ] 16 - el call had i Genetic Counselor
a ou't onstruc'tlve onversations. and fun. Our virtual call had community Christina Tkard, MS, CGC
During the session, we were able to members from across the state, plus a
learn the dos and don'ts as a parent few from neighboring states. During our Address
bringing up hard conversations with time together we successfully navigated 100 E. Idaho St.
their child. The examples were related  through a virtual Escape Room. We Boise, ID 83712

to bleeds and activities, but transferable have planned a Men’s Group event

. . . For information and appointments
into other experiences. We appreciated  every quarter this year! Check out our b

learnine the 6 f lvi lend .. | 208.381.2782
earr.nng. t e1 : steps‘ or. apl? ying calendar to join our next event! or Toll Eree
motivational interviewing in our 1-800-845-4624

conversations.
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INDICATIONS AND USAGE

What i Rebinyn® Coagulation Factor X (Recombinant),
GlycoPEGylated?

Rebingn™ is an injectable medicine used to replace clotting
Factor DX that & missing in patients wath hemophilia B
Retinyn™® is wsed 1o treat and control Dleeding in people
wth hesmaphilia B, Your healthcane piowder many give yad
Rehinyr® when you have surgery. Rebingr® 15 not used for
reaitine prophydaxis or for immune tolerance thesapy

IMPORTANT SAFETY INFORMATION

What ks the most important information | meed

1o know about Rebinyn®?

= Do not attempt to do an infusion yourself unless you
have bean taught how by youwr healthcare provider
ar hﬂnnphﬂia treatment center. I.'_.:rr_'full':,' fenll e WL
healthoane provider's instructcns regarding the dose and
schegule for infusing Rebimn®,

Who should not use Rebinym®?

D not use Rebingn® if Yo,

= gre allargic to Factor 1% or any of the other ingredients
of Rehinyn®,

e are glergic 1o hamster proteing

What should | tell my health care provider bafore

using Rebinyn®?

Ted your bealth cane prosider if you;

& have ar have had any medical conditions.

® taks any mechomes, ||'|:_||,.||,:||n|:; non-prescriplion medicines
and chetary suppkermenis

® are nursng, pregnant, or plan to become pregnant.

= have been tokd you have inhibitors o Factor X

Floawa Bordik Ire., B Wil Fosd, A

Pl P bl i @ regiibaiind Wadiival of Mawo Mand gk A%

All giher irackemarky, regiansed of unnegideed. ane The propasy of thidr

LR s T
0 30149 Mawo Rordnk

a, Rerva berasy DS G LS.
Aebrrpr® o regivsausd Balemack o Mevo Neada b Heath Care &0,

Frimied in the UWSA P PHRE BOOOGE

Clayten, 4 o chd, 1 0 and ey hiking aned

Achieve higher factor levels for longer

lll'illl L] ll-'Ill!l-Ill'lI-I 4m rhAAEA I B oA K

4y - Gx

areater factor  higher fastor levels
eoverage at 7 days

B upan @ phear | dbedy cormpres) @ s 500N dose of Federry=™ o g oeegin
¥ Lt dowe of peerded haldis f0C in 15 aduliy T slow for disl comparios
el (oS, o el S Allvin] 18 cipaile e hin S S0 LU O

How should | use Rebinyn®?

® Bebinyr™ 6 green as an intusian it The vsn

= Call your healthcare provider right away if your
bleeding does not stop after taking Rebinyn®.

= Do nat stop wsing Rebingm® without consulting
your healthcare prosider

What ara the possible side effects of Rebinyn®?

= Comman side effects indude sweling, pain, rash
or redness at the location of the infusesn, and itching

= Call your healthcare provider right away or get
emergency treatmeant right away if you get any of
the following signs of an allergic reaction: hes,
chast tightness, wheezing, diffculty breathing, andfor
swelling of the face

= Tell your healthcare provider about any side effect
that bothers you or that dees not go away.

= Animals geven rapeat doses of Relimyn® showed
Ful:,lle-lr",.'r:lne Ghgcod [PEG) inside calls Iir||r||_:| bk vessels
in the choroid plexus, which makes the fluid that cushions
the brain, Tha potential huran implicatiang il theis
anirmal 1esrs are unknown

Please see Brief Summary of Prascribing Infarmation

an the following page.

Rebimm® i= a prescripton medcation

You are encouraged 10 report negative sade effects

of prescription drugs to the FOA

Visit wawew fda gow'medwatch, or call 1-200-FDA-1 088

Learn more at rebinyn.com
and connect with your local HCL

rebir
Coagulation Factor IX
(Recombinant), GlycoPEGylated

Juby 2219



rebinyn-
Coaguiation Factor IX
(Recombinant), GlycoPEGylated
Brial Enmmary Informadion sbowi:
RERINYH® Coagulatiss Fachor IX
|Rezambinant), GlycoPEGylated

Rz Only

This information & net comgrehensig
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Read the Patient Prosect lndnrmatian and the
Instrections Far Use that come with HEBINYH®
belore you sfarl 1aking this medicies and
eneh lise pou @213 ralill. There sy be bW
inlarmatipn,

This Patient Progust idamaiion does mol ke

the place of fakiag wih your healitcae provider
Aol pour medical candifon o [nessiment. B (e
Iewe ques ons Abaul REBIN'YN® aller reading this
mlormalian, 35K your heakhrara prov ider.
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D nak ablampt ba da &n inlusion yadreell
wnless you have Baan |||gthI your
ill‘lhum: provider or hemophilia reabmesd

H'uJ nmlmldlfrulmr-:ummlrmre rovidai’s
msiucliona regending e doss and schedule lor
niiesing RERINYH® 50 hal wour raaimen! will work
Besst hor yoR

Wihat b= REBINYN"?

REBINYM* = an Injectale medicing used to reglace
chylting Facior | thal is miszing in palisnts with
hemaptika B. Hemoghilia B is an interipd blemding
disorder in il @ quoeps thal presents Wood iom
chalting nonmall.

FEBINYH™ i5 imad ba fraal and confrod biseding in
penple wilh hamophila B

Wirur heali e pririder ey (e you RESIRYN®
Wl L e SR,

FEBINYM™ i ! s ed for rousna prophylasis or for
mmune dkIence Ferapy

Wha shewld ned wse REBINYN®?
Yoo 3huld nolbues RESMYN® i you
* i sl 10 Facior 1% arany of 1Fe offiés
ingresdia nis ol RESINY N®
® il you @ allergi; b famsler roleires
gaim arennt 1, falk b pout healihcere provider
Tl i this madicine.
Tall your heathrara providar  yoware pragnant o
nirsing because AESNYR® mighi not Ge nghl e you

betue s RERMTRCE

Noushaud el your healicare proekde 1 you
& Hawkor heras Ned any medical comdions.
* Taks any medicinzs, intheding nan-prescriglion
medicines and dietary supplemants
* e (ILFSng
» Arg pregrant or planring to become pragnant

® Hawe e ik ek you have |nhibRars ko Facior [X.

Hew should | use REEIRYH*?

Teealmenl willi REBINY W™ should e stavled by &
nealthzere proidar who B exgerenced in tha care o
petients with hemaphiiz 8.

FERIRYH® i piven a3 an infusin inko e vein

Wi may liese FERINT® o a hemophila trealmesl
canter, al your haglhcATe Boavider s Sllice o inpour
Rome. Yo should b2 rained an haw bz 80 muelons
b pour Bemophila lreaimant cemlan or heakhran
provider. Many people with hemophiia B leam

infuse ke medicing by ibemsees o mih ihehelp ofa
Tamily mefmber.

Fiour hesathcare provider will el you Bow much
REBINYM® 10 LA hassd a0 wour weijie, B seirity of
your herenphilia B, and where yo e bleeding, Yo
dosn mil| be cakculang in inerratioeal ynis, B

Call yeur healthgare provider away (i your
Hﬂ:imlllhllﬂ'lrllt np REBIN

I your hleeding is not adequale by contralled, ioouls
b dua o the desedopment of Factr 1% inhib s

Thiz shaud be checked by your haalacare provider
Fou might raad 3 Righer oseof REBINYN® araven a
dFterent product fo control bieading. Da mot incrazss

Iha ntal desa of RESINY K% conliod sour Dleeding
wihul comselling your haalincare providen.

Uzg inchildran

REHINYN® can e sad in childnas. ¥our feabhcan
DID‘;’IIE‘I' will dacide e oase of REBINYR™ you will
TBZEIWE.

o forget ks ugs RERINYR™

I1 o Towget 3 dies#, s fhe missead diess whan you
dEscovar the missake. Do nal infuse a doubie tose o
miakzup lor B iorgoman doae. Pracead wilh 1ha nael
infiigions as schedule aad continge a8 acvisad by
yOUF B IharE D i,

I yau £lop Esing REBINYN

Do B wsing REBINY N without conswlting yaw
heelhcare provides

I1 s i Ay lur e quesfore: on thewss of fhis
irmediset, B2 winer ha (EICEE i ider.

What if | ke foo much RERINYH"?

Mgyt L3k FEBINYM® ecacily B2 your haalicare
prordader s bold e Yau should check sith waw
healihzare prowides il pou &2 notswe. | you infuse
mizre AEBMNYN® Than recosmended, &l yeui
healifazare provide: o soon & posaibls.

Whal are the seasilile side ellecls ol
HEEINYH™?

Commaon Side EMecls baclude

= zmlling, pain, razh o7 radness at e kocation of

infusion
* jlching
Other Possibbe Side Elfesks:
Fiou Gould have an Hhulgr resac i 10 € cagukation
Fr}:ﬂll‘rlh priducls Ca yn-rllﬂmﬂpmr
right away or get .‘-'.Ir" Em
away if you ged any of t{h.mn Sijpay uf an
allergic reaction; hives. chest liphiness, wheenng,
deficuly hieathing. andJor swelling of the face
o an Akse makeanshodies @i “inhiciors”
aqaimst B ¥he®, which may siop ABRNYN® fom

l:l1-:l1:| weparly. Four healthcam povidar may nead i
Teest o bl for niifdloes tmdima 1o lime,
fou may ke al an increased risk of foming biogd
I0RS |y Dy, aspaciaiy i you hered risk; lacims
Ior develnpdng blood clolz. Call your haaliscae
preedider f yoe hera chest pain, diifculy bragihing, leg
tenderreas ar swaling

Animaks gheen regeat tnses of AERENYR® dhowed
Pakaisyiens Ghaol |FEG) insios calle ining blood
wexsels i the chieoid pleses, which makes 1ha

Musidl [Fel cars i o e Deain. The poten (@l fumen
irnp Bcsalnne of T animal lests ane ok iran

These are sl &l ol [he possibbe side dleck T
REBINYHE. fgk pour Resinzane provider o moce
it rretmn Yowane encouraged o nepor] sdde et
10 FO¥an 1-A00-FOA-108 B

Tl s sl hocanes gl afanud vy o edTect 1t
hothers ym or it DR ]
What are the REBINYN® dosage strengihs?

REBINYHN® cireess in Tores ditkeent dasage shienglhs
The &dual numbes ol inter iatioadl urils I!aq”] il Facior
1 in the vl wall he imprinted on the l2hel and o e
brzc. The e difesent slenpths ace as folows

Cap Color Indicator | Hamsinal Strength
Aed SO0 11 prx vial
Green ML per il
el 2008 R per wial

Pilwires check: (e acdugl desage Srengi goinsed on
1he labal 1o maks =ik o ase using e sikenglh
prascrbad by your hazlihcare prowiger

Hom shoukd | sbore REBIHYN®F

P 10 Recans [ilulise |mixng Pe brp powdarin

It wial with the 3 leenl|:

Slore in origifel in e b pookesst Lo lghl,
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HEZINY W™ ilals can b slonad i P rei ga el

(3646 F [2°C-4°C1} dor vp o 24 momtbes yntil he

Eaprlnn dabe, of 31 ros 1Smg errlune [ug 15 85°F

|30 Y0 Tt & ing ke pariced st mare Ben G monihe

i youchooss o store REBINYH® at room temp eratare

& Wit 1he dale thal the praducl i emosed fom
wefriganation onfhe box

® The bolal iime of 3600808 31 room b peealura
shauld nol be moee:than G ments. o nel rglure
e praduct e refrigeion

= Do et wse alfer & manths from fhis dafe o the
anpira b g |Eedon ihe v, whchever is
agiliar,

[0 nof 153 this medkzingallar e aap ralion daie shich

i5 on the oeter carion and (e vial, The eqiation dals

redesrs b Lhe 1228 iy ol It imaath.

Aftar Recanstilubion:

Tre recarestihutad (tha firgl product once =g powder is
rrines] with the diluent] FERINYN® should appesr disr
wilhaul visible parlichs

Tre recoresiibutad REESN Y RE* stould ba used
immixiaglety

I youcannal wse he e nedimad REE NYH®
immesdiataty, i shoild be esasd wilthin 4 haurs whan
slonad al ar betow 85°F { 30°C), St the resons liglad
prodwd i e il

Keep this medicine pul al the sight and ol of reach of
chidran

Whiarl else should | know aBout REBIRYH® and
hemophilis B2

Maricinas ore sometmas piescbed ‘IJIHF

uther ihan thoese listed haie Do ol use RERI TH‘ for
geondilion lndwhich il is el presoiisel. Do ol shine
RESIYH® wilh pther paople, even il ey hasa the
EATA Symptnms hat you have

More detailed inlonmatien is amilable upo
requesd,
Axailabie by prescripdion anly.

Formare ifnimalionaboul RESINY® please call
ires Mond sk al 1-B44-RE-IKTH

Rewizad: T12017
AEEIWFN® b5 3 radamark of heo Mond sk A5

For Padent inkaimmadion, rekir iec hillp:inovnirdis-ie
Comypahents o duc 13 iod ot -gelente himi

Marniilachred by

w0 Mok A
kA, DE-AED Bagseen, Denmaik
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Rebinyn® eleva los niveles de factor sobre sus niveles normales® ion fese hemaila |
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INDICACHOMNES ¥ LSO

§0ned &5 Rehinyn® Facter I de Coagulacion (Recambinanta),

Glicopegilada?

Rabingr® &5 un medcamento inveciable que e utliza para reponar

el tactor X de coagulacion que les falta a los padentes con

hamifilia B. Bebirpm® se usa para tratar y condrolar s hemarragias

de las personas gue tienen hemafilia B, Su proveedor de atergion

medica podia administrarie RBebirgm™ 5 52 somete a una cinigia

Rebingm® no se usa para la profilaxs habitual ni para b terapia de

tolerancia inmunolkagea.

INFORMACION IMPORTANTE DE SEGURIDAD

SOl e la informadidn mas impoertante que debo saler

sabre Reblnyn*?

= Ha intente administrarss wsted mismo la infusidon a manos
qua su provesdor da atendidn madica o ol personal del
centre para gl tratamiento de la hemofilia le hayan
ansafiado cimo hacarko. Siga cudadasaments s indicaciones
de su proweedor de atencidn médica en le que respecta a la dosis
y &l esquema de administracion de las infusiones de Rebingn®

JOusenes no deben usar Rebinm

Fag e Rebirgm™ 50 usted:

= g5 akergico al factor X o cuakquiera de los otros ingredientes
de Rabirgm®

= 5 alengico a las prodeinas de hamster,

i debo informar a mi provesdaor de atengian meédica

antas de usar Rebimm*?

Comuniquele 4 5 proveedor de atencidn mbdica si

= fiene & ha tendo akguna afecdon medica.

= inma algin medicamenin, inclyso medicamentos de venta sin
receta y supkementos alimentions

= exté amamartanda, embarazada o planea quedar embarazada.

s |& han cicho gue tiene nhibidores del factor B

Hovo Kordisk inc, B Sosddsn Ml Rosd, Flaimbors, Mee lemey 05516 O U
B rwv™ aimd e il P el e e s Plend ik Hialth Cara 44

M MosoREhe £ vl Iairca Peistrada b Rown Riard bR A5

Tadac i demiie madcor crametie balbs, regiorade o dnoregbdran e prop becbed de

un recpeciiecy Hiulees

B IS Mo Horcik Impeews an EE UL

P51 NER N] 5

Binado #n U sstucio de e T enisl oue o compae: uns donis Onica de Plsbingn™ de
5 P [0 g et e S0 g o RO e sl sl o 15 sios
Fara realinas ks compareciion descia snin I produciow, iodo ko peinin reciiece
9 oo e b Sdpeod de 50 1A

fComo sa usa Rabinyn®?

L Fl.l"'tllll:,ll"' we admirisira mediante infusidn e und yena

= Llame a su provesdor de atencibn meédica de inmediate si
la hermarragia no se detiens despuds de usar Rebinyn®,

* W oege de usar Rabirym® sin consuliar con su proveedar de
atencidn medica

£ Cudles 2an los posibles efectod secundarios de Rebinyn®?

= Algunes de bos elecios secundarios frecuentes son
hinchazdn, doler, sarpullids o ernopcimento on o lugar de
L infusadin, y camezan

* Llame a su proveeder de atencian médica u obtenga
tratamienta da inmediato 5| presanta alguno da kos
siguientas signos de reacckin alérglcac urticaria, opresion
en al pecha, respracion sibilante, dificuftad para respicar
wio hinchaztn de la cara

= Infarme a su proveedor de atencion medica sobre cualquier
efecto secundario que be moleste o que no desaparezca.

= Loz animales a los gue s bes adrminisiraron dosts regetidas de
Rebinyn® presentanan goletilenghcol (PEGH dentie da las células
e reisten bos vasos sanguineos del plexo conoidea, gque es b
e prodisce 2 bquice que aoakha el cerslirg. 52 desconoden las
peoasibles nphcacones para |od seres humandas de estas gruesbas
em animales.

Conzulte &l Resumen Breve de |a Ficha Téomica en |la

siguiente pagina.

Bebirgn® es un medicamenta de wenta con receta

Sa recamienda que informe a la Admirstiracdn de Aimentos

¥ Medicaimentos (Food and Drug Adminsiration, FDA) sobe os eledios

secunoanios adverses de cualouier farmaco de venta con receta

Wisibe wowws fda. Qo mesdhatch, o Name al 1-B00-FOw-1038.

Obtenga mas informacian en mrm
¥ condctese con su HCL local.
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rebinyn
Coagulation Factor IX
{Recombinant), GlycoPEGylated
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How should | ups REEINYH?

Tragimes! with REEINYK® shauld be started by 3
healihzare prosidan who 5 egeranced n thecan of
paliants with hemophiia @

RERINYM® is given as an mivson inio the vwan

Fou muy inluss FERINYMN® ot 3 hemephila lestment
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Use in phildren

REEINYW® can b used in children, ¥our heabhears
provider wil deide the sose of REBINTH® pou wil
1EA%

IF v fnrget 10 uss REEINYN®

Fyoulongel a dosa. infuse e missed doss whan you
giscawer [he misteka Dono infuse @ double dose b
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Il i & o using REBIHYN™
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hesa th ears prinider

B yimg vy fuither quesstinas on the s of this
procuct, askyour resithcane prvider

Wihead il | take fon much REBINYH®?
.lll'ﬂ:ﬁlih: RERRIYH® pxacily 25 ymer healfacne
prawitk has kold yow You sheuld ches with yonr
tegthran provider i youans not sum. H you infuse
noe g RERINYH® than recommented, il pour
tealthran pioider &5 E0o0 &5 possin.
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Governor Brad Little recognizes March 2021 as Bleeding Disorders Awareness Month in Idaho.




TEEN PROGRAIN
Calling all Teens

We want to hear from you. We are working to get a
regular schedule of activities. What do you like to do?
What activities would you like to try? What outdoor
skills do you want to learn? We are looking for ideas
and suggestions.

We also need teens to help plan and develop the
program. Involvement looks great on a scholarship or
college application, or a resume.

Please contact the chapter office with your ideas or
your desire to help.

208-344-4476

COMMUNITY ASSISTANCE
FUNDS AVAILABLE

We are aware of the huge cost of factor and the care of
those with bleeding disorders.

We want to remind you that the Chapter can help with
the expense of utilities, doctors’ bills, travel and other
household bills up to $500 per year. If you need help
with immediate expenses, please call or email Michael
at the Chapter office and ask for a Community Assis-
tance Project form.

208-344-4476
mkrieger@hemophilia.org
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WE ARE LOOKING FOR INDIVIDUALS TO
MAKE A DIFFERENCE
in our community and who would like
to be on a committee.
Help is needed on the following:

CAMP
SOCIAL MEDIA
TEEN PROGRAM
VICTORY FOR WOMEN
MEN’S GROUP
UNITE WALK

If you can help, please contact the
Chapter oﬁ:ice, today!
208-344-4476
or idaho@hemophilia.org

OWN A SMALL BUSINESS?

Members of the NHF Idaho Chapter community
are invited to submit advertisements for their
business to appear in our Newsletter,

FREE

Ads will be subject to space availability and approval by the staff.
Ads should be submitted in a ready to print digital format.
Acceptable files are JPG (150dpi, minimum) or PDE.

Size of ad must be 3% “w x 3% "h. For additional
information call the Chapter office,

208-344-4476

The NHF Idaho Chapter NEWSLETTER is
published quarterly in Boise, ID. For information,
questions, to submit articles or advertising for the
Newsletter please contact,

Michael Krieger 208-490-2596 or

mkrieger@hemophilia.org.

The information contained in the NHF Idaho
Newsletter is provided for your general information
only. NHF Idaho does not give medical advice or
engage in the practice of medicine. NHF Idaho,
under no circumstances, recommends particular
treatments or endorses products for specific
individuals and in all cases recommends that you
consult your physician or Hemophilia Treatment
Center before pursuing any course of treatment.




GO SEEK. GO EXPLORE. PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com

GO AHEAD. —

. = |

Discover your sense of go. Discover HEMLIBRA.

What is HEMLIBRA?

HEMLIBRA is a prescription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding
episodes in adults and children, ages newborn and older, with hemophilia A with or without factor VIIl inhibitors.
What is the most important information | should know about HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot. People who use activated prothrombin complex
concentrate (aPCC; Feiba®) to treat breakthrough bleeds while taking HEMLIBRA may be at risk of serious
side effects related to blood clots.

These serious side effects include:

* Thrombotic microangiopathy (TMA), a condition involving blood clots
and injury to small blood vessels that may cause harm to your kidneys, brain,
and other organs

¢ Blood clots (thrombotic events), which may form in blood vessels /
in your arm, leg, lung, or head =
Please see Brief Summary of Medication Guide on following page for HEMLIBRA.

. " h . . emicizumab-kxwh | 10
Important Safety Information, including Serious Side Effects. injection for subcutanesus use | MOIM



Medication Guide
HEMLIBRA® (hem-lee-bruh)
(emicizumab-kxwh)
injection, for subcutaneous use

What is the most important information | should know about
HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot.
Carefully follow your healthcare provider’s instructions
regarding when to use an on-demand bypassing agent or
factor VIII (FVIII) and the recommended dose and schedule to
use for breakthrough bleed treatment.

HEMLIBRA may cause the following serious side effects when
used with activated prothrombin complex concentrate (aPCC;
FEIBA®), including:

* Thrombotic microangiopathy (TMA). This is a condition
involving blood clots and injury to small blood vessels that
may cause harm to your kidneys, brain, and other organs. Get
medical help right away if you have any of the following signs
or symptoms during or after treatment with HEMLIBRA:

- confusion - stomach (abdomen)
- weakness or back pain

- swelling of arms and legs - nausea or vomiting
- yellowing of skin and eyes - feeling sick

- decreased urination

* Blood clots (thrombotic events). Blood clots may form in
blood vessels in your arm, leg, lung, or head. Get medical
help right away iFyou have any of these signs or symptoms of
blood clots during or after treatment with HEMLIBRA:

— swelling in arms or legs — cough up blood

pain or redness in your - feel faint

arms or legs — headache

— shortness of breath — numbness in your face
chest pain or tightness - eye Eain or swelling

fast heart rate — trouble seeing

If aPCC (FEIBA®) is needed, talk to your healthcare provider in
casel you feel you need more than 100 U/kg of aPCC (FEIBA®)
total.

See "What are the possible side effects of HEMLIBRA?" for
more information about side effects.

What is HEMLIBRA?

HEMLIBRA is a prescriﬁtion medicine used for routine prophylaxis
to prevent or reduce the frequency of bleeding episodes’in
adults and children, ages newborn and older, with hemophilia A
with or without factor VIl inhibitors,

Hemophilia A is a bleeding condition people can be born with
where a missing or faulty blood clotting factor (factor VIII)
prevents blood from clotting normally.

HEMLIBRA is a therapeutic antibody that bridges clotting factors
to help your blood clot.

Before using HEMLIBRA, tell your healthcare provider about
all of your medical conditions, including if you:

® are pregnant or Elan to become pregnant. It is not known if
HEMLIBRA may harm your unborn baby. Females who are
able to become pregnant should use birth control
(contraception) during treatment with HEMLIBRA.

* are breastfeeding or plan to breastfeed. It is not known if
HEMLIBRA passes into your breast milk.

Tell your healthcare provider about all the medicines you
take, including prescription medicines, over-the-counter
medicines, vitamins, or herbal supplements. Keep a list of them
to show your healthcare provider and pharmacist when you get a
new medicine.

How should | use HEMLIBRA?

See the detailed "Instructions for Use” that comes with your
HEMLIBRA for information on how to prepare and inject a
dose of HEMLIBRA, and how to properly throw away
(dispose of) used needles and syringes.

* Use l'j:IEMLlBRA exactly as prescribed by your healthcare
roviaer.

* Stop (discontinue) prophylactic use of bypassing agents
the day before starting HEMLIBRA prophylaxis.

* You may continue Rrophylactic use of FVIIl for the first
week of HEMLIBRA prophylaxis.

* HEMLIBRA is given as an injection under your skin
(subcutaneous injection) by you or a caregiver.

Your healthcare provider should show you or K'our caregiver how
to prepare, measure, and inject your dose of HEMLIBRA before
Eou inject yourself for the first time.

o not attempt to inject yourself or another person unless you
have been taught how to do so by a healthcare provider.
Your healthcare provider will prescribe your dose based on your
weight. If your weight changes, tell your healthcare provider.
You will receive HEMLIBRA 1 time a week for the first four
weeks. Then you will receive a maintenance dose as prescribed
by your healtrwcare provider.
If you miss a dose of HEMLIBRA on your scheduled day, you
should give the dose as soon as you remember. You must give
the missed dose as soon as possible before the next scheduled
dose, and then continue with your normal dosing schedule.
Do not give two doses on the same day to make up for a
missed dose.
HEMLIBRA may interfere with laboratory tests that measure how
well your blood is clotting and may cause a false reading. Talk to
your healthcare provider about how this may affect your care.

What are the possible side effects of HEMLIBRA?

See “What is the most important information | should know
about HEMLIBRA?"

The most commeon side effects of HEMLIBRA include:

redness, tenderness, warmth, or itching at the site of injection
headache
joint pain

These are not all of the possible side effects of HEMLIBRA.

Call your doctor for medical advice about side effects. You may
report side effects to FDA at 1-800-FDA-1088.

How should | store HEMLIBRA?

Store HEMLIBRA in the refrigerator at 36°F to 46°F (2°C to 8°C).
Do not freeze.

Store HEMLIBRA in the original carton to protect the vials

from light.

Do not shake HEMLIBRA.

If needed, unopened vials of HEMLIBRA can be stored out of
the refrigerator and then returned to the refrigerator. HEMLIBRA
should not be stored out of the refrigerator for more than a total
of 7 days or at a temperature greater than 86°F (30°C).

After HEMLIBRA is transferred from the vial to the syringe,
HEMLIBRA should be used right alwaﬁi

Throw away (dispose of) any unused HEMLIBRA left in the vial.

Keep HEMLIBRA and all medicines out of the reach of children.

General information about the safe and effective use of
HEMLIBRA.

Medicines are sometimes prescribed for purposes other than those
listed in a Medication Guide. Do not use HEMLIBRA for a
condition for which it was not prescribed. Do not give HEMLIBRA
to other people, even if they have the same symptoms that you

have. It may harm them. You can ask your

harmacist or healthcare

provider for information about HEMLIBRA that is written for health
professionals.

What are the ingredients in HEMLIBRA?
Active ingredient: emicizumab-kxwh

Inactive ingredients: L-arginine, L-histidine, poloxamer 188, and
L-aspartic acid.

: Genentech, Inc., A Member of the Roche Group,
ay, South San Francisco, CA 94080-4990
U5, License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan
©2018 Genentech, Inc. All rights reserved.
Far more information, go to www.HEMLIBRA com or call 1-866-HEMLIBRA,
This Medication Guide has been approved by the U.S. Food and Drug Administration
Revised: 10/2018
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HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co,, Ltd., Tokye, Japan.

The HEMLIBRA logo is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokye, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.
©2020 Genentech USA, Inc. All rights reserved. M-US-00007357(v1.0) 09/20
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