AUTUMN 2019

LG\ NEWSLETTER

€

VISION STATEMENT
The Idaho Chapter of NHF FROM THE DIRECTOR

envisions a united community that

will make a positive difference in What a Summer!!

the lives of individuals affected by
a bleeding disorder.

_ o i We have been chucked full of activities and events all summer long.
Education: within and outside the

bleeding disorders community. June saw Camp Red Sunrise full again with enthusiastic kids,
Advocation: at local, state, and parents and caretakers. However, for the first time in 8 years, we
national levels. had snow! The weather was cold but that didn't stop the kids from
Inclusion: of family, friends, and all having great fun and exploring their world. Luckily, the Camp had
those impacted by the disorders. extra blankets and sleeping bags for those who only thought of our
Development: of a legacy for usual warm times on the mountain!

future of hope. _ _ '
July started with an excellent educational dinner from Genentech

and, later in the month, the Men's Group pulled out their guns at

the indoor shooting range in Meridian. After an hour of gun safety,
I NSI DE the group shot for two hours to see how good they were. It was
followed by dinner and camaraderie sponsored by Octapharma.

August was full from start to finish. The Annual Conference at

the Riverside Hotel in Boise hosted over 100 people from across
the state from Idaho Falls to Post Falls. There were nine educational
seminars for adults, a whole day of teen programs, and the smaller
kids went to the Idaho Discovery Center for the afternoon. And,
then of course, off to Roaring Springs Water Park for an evening
of fun in the water.

2 Chapter Staff
Unite Walk

3 Golf Tournament

Annual Conference

6 Camp Red Sunrise August 16th saw us making up for the golf tournament that got
rained out in May. At Eagle Hills Golf Course, the 24th Annual
Your HTC Blood, Sweat and Cheers was a success with a beautiful day and
fourteen teams teeing off.
J]O  Men’s Group Event Barbara Fawcett, Executive Director
Coming Events 208-344-4476

bfawcett@hemophilia.org



OUR CHAPTER

NHEF Idaho is fortunate to be
guided by an enthusiastic, talented,

Unite

and hard working group of people.

Board of Directors
Rebecca Guy, President
Jacki Lamb
Joe Rex
Walter Justus

Meghan Levy
Michelle Weickum

Office Staff

Executive Director
Barbara Fawcett
Cell, 208-490-2596

bfawcett@hemophilia.org

Development Manager

for Bleeding Disorders

For the first time, the Idaho Chapter
will have a Walk in Meridian and one
in Idaho Falls. We are very excited to
be presenting a Walk in the eastern
part of the state.

9:00 Register
10:00 Walk

September 21, 2019
Hillsdale Park, Meridian

September 28, 2019
McCowin Park, Idaho Falls

Unite is the event that allows us to
present so many educational and
fun activities to you free-of-charge:
Camp Red Sunrise, educational
dinners, Victory for Women, the
Annual Meeting, the Teen Group,
Community Assistance, National
Conference and the Men’s Group.

The many important programs
for those with hemophilia, von
Willebrand disease and other
bleeding disorders are possible
because of the Walks!

Marlyn Walker

Cell, 208-631-9729
mwalker@hemophilia.org

Please Recruit Your Team Today
And Start Raising Money for the Cause

Unite for Hope
Unite for Community

Address Unite to Make a Difference We Are With You Every Step of the Way!
4696 W. Overland Road www.uniteforbleedingdisorders.org
Suite 234
8053681522043%05 From Last Year
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, think you 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. l = Y
To learn more about this opportunity
to serve please call Barbara Fawcett

at the Chapter office.
208-344-4476




GOLF TOURNAMENT

The Delay Was Worth the Wait
A Beautiful Day for Golf

Although our May date was rained-out, August 16th
was a beautiful day to be out in the sunshine and on
the course at Eagle Hills. Fourteen teams got an early
start at a Scramble that included poker hands distributed
around the holes. At noon, there was lunch and raffle
prizes galore. This was the 24th Blood, Sweat and
Cheers golf tournament held by the Chapter. We are
looking forward to a smashing 25th year!

Winning foursome, Green Services, Inc.

ANNUAL MEETING?

Back at the Riverside Hotel this year. It is a perfect
location to hear educational seminars and visit with
pharmaceutical representatives. About one hundred
community members met to see old friends again and
meet new ones.

There were nine seminars lead by experts for the
adults. The teens had an all-day program that included
an infusion class and an excellent seminar on being a
leader. The younger kids spent the day at the Idaho
Discovery Center.

The luncheon speaker talked about not letting your

condition become “You.” Working beyond it and using
outside resources to get around it.

There were ten men who helped plan future Men’s
Group activities. If you are interested, please let the
staff know.

After all the educational seminars were done and
all the Reps had been talked to, the younger kids meet
up with their parents and headed out to Meridian and
the Roaring Springs Water Park.

This free event is one of the biggest activities we do
each year.




= GO SEEK. GO EXPLORE.

2 GO AHEAD. %

Discover your sense ui g0. Discover HEMLIBRA'. HEMLIBRA.com

What is HEMLUIBRA?

HEMLIBRA iz & prescriplion medicne wsed for routine prunl'}'hnls ta prevent o reduce the frequency af |'_1|-L-L-d|"|__|:|
episodes in adults and children, ages newbom and alder, with hemophilia & with ar without factar VIl inhibitoss.

What is the most important information | should know about HEMLIBER AT

HEMLIBRA increases the potential for your blood to clot. Carefully follow your healthcare provider's
instructions regarding when te use an on-demand bypassing agent ar factor VI, and the dose and

schedule to use for breakthrough bleed treatment. HEMLIBRA may cause serious side effects when used
with activated prothrombin complex concentrate (aPCC; FEIBA™), including thrembatic micreangiopathy
(TMA), and blood clots [thrombotic events). If aPCC (FEIBA®) is needed, talk to your healthcare provider in
case you feel you need more than 100 Wkyg of aPCC (FEIBA®) total.

Please sea Brief Summary of Medication Guide on following page for Impeortant Safety 'f

Infermation, induding Serious Side Effects. HEMI—IEEI_H

Wi |||.-|I l-u-n.l



Muedication Guide
HEMLIBRA® [k ii-lea-biruih)
(emiciumakb- kowh)
imjaction, for subcutansou e

What is the most important information | should now shout HEMUEBRAY
HEMLIBRA ircreaiss the potantisl for your blioad te dat. Carahully
follow your hoalthcare prosider’s instructions regarding when to uss an
errdemand bypassing agent or facior VI (FYII] and the recommended
dhrsar and schedule 10 ue Tor breakthrough bleed treatment.

HEMLIBRA mizy course the following serious side effects whon used with

activated prothrombin complex concengrate (@POC: FEIBA™), inclhuding:

+ Thrambatic TMAAY This is & condition nwaking
blocd clats and injury ta small blood vessels that may causs hanm to
your kidneys, brain, and ather cegans, Get medical kelp rigit ey it you
s airy of the follosdng sigrs or symgitorrs during or athar teatmant
with HEMILIBRA:

— cerhuiian — Wlewrach fabed e
weakness or back pain

= pwelling af e and lege - NEsss or wormihng

— yallowing of dein wd ayoi - laalg sk

= oecreased unnatian

* Blood clots (thrombotic swents]. Blood dots may o in blood vessele
i pour amm, leg lung, o head. Get medical balp right asay if you hase
any of these signs or sympiomes of blood clots during or after trestment
waith HEMILIERA:

= gl line i arres ar logs = poiigh up blhood
- pain or redness. in your - feel {sint
arTnm o lecs =~ hasdeche
= shorness of braath = numbness in your face
— chest pain or ighiness - mye pain or mweling
— Fast haan o - roubla seaing

I aPCE [FENRAT) s mewded, talk to your healthcare provider In case you
feell you need mare than 100 Ufkg of aPOC (FEIBAY) tatal,

Soa "What afe the podsible side effects of HEMLIBRAT for marna
infommaton about side effects.

What is HEMLIERAT

HEMILIBRA b & prescrigtion medicines used fior routing prophydads 1o pressem
or reducs the freguency of blesding spisodes in aduls and childrer, ages
it i clon, with hanopkalia & with ar withos Teenes I kil

Hemophilia & is a bleeding condition peop ke can be borm with whene a
missing o faulty blocd clotting fsctor tiactor VI preveras Blood from
deating normally.

HEMILIBRA s a therapeutic antibody that bridges dotiing factors to help
yourr blood cot

Belare using HEMLIBRA, tell your healthcare pravider abssut all af your
mepdlcal conditiors, Induding F yous

& are pregrant or plen 1o become pregnent, | is nit knsem it HEMLUERS
rnagy armn your unborn baby, Famales wha are abls ta becama gregrant
should ume bird control [porersoeption) during treshmers wish HEMLUBRA,

& gre hlmﬂrnﬁng ar plan 1 Ernarthsed It ik net knowe iF HEMUBRA
passes inbo your breast milk

Tell yowr healthcane provider showt all the medicines you take,

indluding prasciplion meddnes, cueactbe-counbar mediEnes, GEaTInG, of

herbal supplerments. Keep a list of them to show your healthcare provider
andl phanmacist when you get 8 new medidne,

Hizrwd altsaild | s HEMILIBRAT

S the detalled “Instructions for Use®™ that comes with your

HEMLUIBRA for information an how to prepare and inject a dows of

HEMLIERA, and how to properly threw sway (dispess of) used needles

and syringes.

& s HEMLIBRA, gxactly as prescibed by pour healthcams prosice.

» Gtop (discontines) prophylectic use of bypessing sgonts the day
bedore starting HEMLIERA prophylaxis,

* You may eontinue praphylactic use af FYII for the first weak of
HEMLIBRA

& HEMLIBRA, iz giver as an imjection under your skin (sbcutanecys
injaction) by you of a carsgiear

= “Your healthcare provider should show you or your caregiver haw ta
prepans, reaiuns, and inject mrl:.l:ngql' HEMLIBRA bﬂn\gm inject
yoursal far the first tima.

= Da net anemps 16 infect younssll or srothar persen un b you have besn
teght how 100k 50 by 3 heahthcane peovider

= Your healthcare provides will prescribe your dose bazed an your weight. iF
your waighl changes, tell your haalthean prerdder

= You will recebe HEMLUBRA 1 time & week for the first four weeks. Then you
wil | recsive 8 rmairfenercs dos as prescribed By your Fealthcars provide:

* Hyou miss a dose of HEMLUERA on your sohedubed day, yow should give
the doss a5 soor 2= you remembern, You must give e missesd doss 2z soon
A paiiibs balone e rea schedubed derss, and then contirus with your
rermal dosing sohedube. Do mot give b doses on the same day to make
up for a missed dose,

» HEMLIBRA may intérlan with ldbomatarn 1 thak rassens e sall yeur
bloed is dotting and may cause a fake reading. Talk to your healthcare
prowvider about Fow this may alect your came,

Whiat are the poisible side elfecis of HEMLIBRAT

= e “What Is the miost important information | should lonow about
HEMLIERAT"

Tha mest comiman side efocis of HEMUBRA, includa:

» resdness, tendsmess, wanmmsh, ar ibchirg a2 the: site of injection

¥ Faackicksa

= |cint pain

These ore nat all of the possible side effects of HEMLIBRA.

Call oo et Ton i ical ackics about sdke eflects You miny repait sada
effecss 1o FOu at =800 FDy- 1088,

Herey shosld | store HEMLIBRAT

* Sane HEMUBRA i tha mfﬁgﬁ-llmu_‘ﬁ'F  45"F 0 pa BN Da net
freoze.

& Sigre HEMLUBRA in the snginal carton {6 protect the vials from light

# O nod shabks HEMLIBRA.

» [ reeced, unopsmed wisls of HEMLIBRSA can be stoned out of the
rilvigmrabar and ther rrturrssed 16 tee religeratar HEMLIBRA, sheadd rat ba
sioned out of thi mefrigeranor far mone than a total of ¥ days or ata
temparsture greater than B4°F [A0°C].

# Akar HEMUBRA & tranifames o the sl s the ginge, HEMLUERA,
should e used right s

& Theoe ey [Hisposs ofl sry ueosed HEMLUERA ke i the wisl,

Kasp HEMILIBRA and all medicines aut of the readh ol childran

Gamoral information sbowt the safe and offective use of HEMLIBRA.

Medicines are sormest irmes prescribed for purpcess other than thoss listed in a

Machication Suide. Do et uss HEMUBRS for a cordition Tor wahach it e nat

prescribed. Do not ghve HEMLUBRS to other people, sven | they have the

parn dympdane that you haes. It may Farm them, Yo can sk pour
phanracist ar heatthcare provider for information albout HEMLIBRA that is

‘writien for heatth professionsis:

What are the ingredients in HEMLUIBRAT
Auctiee imgredients emiczumab-uesh

Inactive ingredients: L-argning, L-hetiders, pokosamer 188, ang
L-ssgrartic agi.

Fia mafactardd by Cenaauch, b, o bbb of Teb Soahek Grcain,
1 DA ‘Wiag, ‘Frach Gae Frveiscn, Tl G004 500
U S Leasss bs WHE
HEWLHALY i 5 segaised voderad: of Chapal Frasrecsatos] T Lidl Toke, lapae
GATH Cassvach, b A0y pho reeesved
For o wlomesiion, go w v HEVLERS, com o call 1-E5S-HEMLIBAA,
Thin Vigekrwiios Owicks hua lbssn spoerved by the U 8. Food) g sd Creg dcriniyineton

Fwerpadl: WWEG1E

HEMLIBRA.

emicizumab-kxwh 2

Fimd s fnt ik alnares win

£ 2018 Carasrvisch UL, Irc. All ighbs resmrved. BT B30T s

FEMLIERE® i o regetared radernark ol Cheps Pharmacestica Co, Lid, Tokpo, Japan.

The= HEWL BRA loac s a srademerk of Chigel Pharmaceinical Co. Lid. Tokyo, Segas.
The Geneniech kbgo is s reg | irad ko 3 L Inz.
&0 oty tread e s ane e properly of T rpeClise ownirs.

A et of S B Doy



CAMP RED SUNRISE = 2019

Seventy hardy campers, parents, caretakers and siblings
spent three days and two nights in the mountains,
where the weather is usually warm during the day and
cooler at night. This year was a surprise! Snow, rain
and cold temperatures up until the last day.

The theme this year was GO EXPLORE and the
kids did just that, although a lot of it had to be inside.

Arts, crafts, science projects, S'mores from the kitchen,
movies and bike rides on the last day. Extra blankets
and sleeping bags kept everyone toasty at night.

As always, Camp Red Sunrise is a free, family camp
that welcomes all those with hemophilia or other

bleeding disorders.










YOUR HTC

The Idaho Hemopbhilia Treatment
Center (HTC) is located in the

St. Luke’s Children’s Hospital and
Mountain States Tumor Institute
(MSTI). 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’s disease, and other
blood disorders.

Staff
HTC Coodinator and

Pediatric Nurse Practitioner

Kara Gardner, RN, PNP-BC

Hematologists/Oncologists
Eugenia Chang, MD
Nicolas Camilo, MD

Matthew Hansen, MD
Nathan Meeker, MD

Infectious Disease

Thomas Rand, MD, PhD

Family Nurse Practitioner
Marni Allen, FNP-BC

Social Worker
Becky Wiskus

Physical Therapist
Kay Craig
Career Counselor

Colin Car, MSEd

Nutritionist
Amy Mercer

Genetic Counselor

Christina Ikard

Address
100 E. Idaho St.
Boise, ID 83712

For information and appointments
208.381.2782
or Toll Free
1-800-845-4624



MARK YOUR CALENDAR

Coming Chapter Events
September 20

6:30 pm Educational Dinner,

Brickyard, 601 W. Main, Boise.

Sponsored by Takeda/Shire
September 21

10:00 am, NHF Idaho Chapter
Unite Walk, Hillsdale Park,
5155 Howry Lane, Meridian

September 28

10:00 am, NHF Idaho Chapter
Unite Walk, McCowin Park, 3074
Targhee St. Idaho Falls

October 3-5

National Hemophilia Foundation
Annual Conference
Anaheim, California

October 10

6:30 pm, Victory for Women dinner
Venue TBD

October 16

6:15 pm, Board Meeting
Chapter office

November 2

6:30 pm Educational Dinner,
Venue TBD, Boise.

November 12

6:30 pm, Men’s Group dinner
Venue TBD, Boise

MEN'S GROUP

The Men's Group met at the new
indoor shooting range in Meridian in  could hit that center ring.
July for education and camaraderie,
and dinner which was sponsored by
Octapharma. They spent an hour

learning about gun safety and the

| rebi

/| Coagulation Factor [X
- (Recombinant), GlycoPEGylated

Learn I"I’IDTD

rules of the facility, then took to the
range. They had great fun finding

out who was the best shot and who

Any male over 18 with a bleeding
disorder or caring for someone
affected is welcome to the Men's
Group events.
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COMMUNITY
ASSISTANCE
FUNDS AVAILABLE

We are all 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 e-mail Barbara at the Chapter office
and ask for a Community Assistance Project form.

208-344-4476
bfawcett@hemophilia.org

PRQ
TEEICNiIIInu all %%M

We want to hear from you. This year 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 you

desire to help.
208-344-4476

Find us on our new facebook group and join the group.

Teens With Idaho Chapter of NHF

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

DID YOU KNOW?¢

Do you hate: to fund raise, asking everyone for
money, don't have money to donate in a big
chunk, but still want to help the chapter?

Did you know that NHF Idaho has a great new
program that makes it easy to donate a little
every month to the Chapter?

Go to idahoblood.org, click on DONATE NOW,
set up a reoccurring monthly donation account.
You can set it up for any amount: $10 a month

is $120 a year—that helps send a kid to camp.

Share the news. If we all give a little we
can belp our Chapter to grow.

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
GOLF PROGRAM
VICTORY FOR WOMEN
TEEN PROGRAM
WALK

If you can help, please call the
Chapter office, today!

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,

Marlyn Walker at 208-631-9729 or
mwalker@hemopbhilia.org.

The information contained in the NHF Idaho Chapter
Newsletter is provided for your general information only.
NHE 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.
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IDAHO GHAPTER
NATIONAL HEMOPHILIA FOUNDATION

4696 W. Overland Road
Suite 234
Boise, Idaho 83705-2864

‘?'R\S

Unite <

for Bleeding Disorders NaTioNAL HEMOPHILIA FOUNDATION

2019 Walk

UNITE :OR HOPE. Hi||sda|seel‘°)<::'|r(r:bi:\refillian, ID

10:00 am

UNITE FOR COMMUNITY. McCowin fark, dah Fals, ID

10:00 am

UNITE TO MAKE A DIFFERENCE. v unietorblescingeisorders.org




