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| 204 Capitol Da

Capitol Day was truly a remarkable experience for all who attended. It was inspiring to see
17 passionate individuals come together on February 7, 2024, to learn how to effectively
use their voices to advocate for important causes and share their stories. The highlight of
the day was undoubtedly when Governor Reynolds signed a proclamation that was then
presented by Lieutenant Governor Gregg. It was a moment of validation and recognition for
our collective efforts.

We are immensely grateful to everyone who
participated and contributed to the success of
Capitol Day. Your dedication and enthusiasm
are truly commendable. As we reflect on this
event, we are filled with gratitude and
motivation to continue our advocacy work. The
impact of our voices and actions is tangible,
and we are excited about the possibilities that

lie ahead.
Looking towards the future, we are already

planning for next year's event with great
anticipation. The momentum and energy
generated from Capitol Day will serve as a
driving force for our continued efforts.
Together, we can make a difference and create
positive change in our communities. Thank you
once again to all who joined us, and let's keep
working together to amplify our voices and
advocate for a better tomorrow. ——> WWW.BDHEARTLAND.ORG
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We are truly grateful for the
generous support from our
sponsors, CSL Behring and Takeda,
who have made this event possible
and have shown their commitment
to our organization. A special thank
you goes out to all the attendees
who took the time to join us, learn,
and advocate for themselves and
their community. Your presence
and participation make a
significant difference, and together,
we can create positive change and
make a lasting impact.

B

WWW.BDHEARTLAND.ORG
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NEW BOARD MEMBERS

NICKR REUTER

Nick is originally from Le Mars,
lowa and moved to the Des Moines
area around 10 years ago. He's
been married for nearly 5 years. He
is a fan of the lowa Hawkeyes and
enjoy spending time with his
friends and family when he gets the
chance,

MEG GILLINS

Meg Gillins lives in Cedar Falls with her
husband and five active kids. Her son was
diagnosed with Moderate Hemophilia A at
birth, and her father and one of her
daughters are diagnosed with Mild
Hemophilia A. Bleeding disorders have
been a reality for all of Meg's life, even
though she does not have the condition
herself. Since she and her family have
received the connections, education and
resources from this organization, her goal is
to give back and support the bleeding
disorders community in any way she is
able. She is excited to work with the board
and make more friends and connections in
the process!
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2024 February Board Retreat

The board members are dedicated individuals who bring a wealth of
knowledge and experience to the table. They are all volunteers. Their
commitment to the organization's mission is truly inspiring. The board
retreat in Des Moines provided a great opportunity for them to brainstorm
innovative solutions and strategies for the challenges ahead.

These retreats are designed to bring .
the team together in a setting away = ‘ ﬁ .
from the usual distractions of the ety

everyday responsibilities. They offer a e i |
chance for board members to = Thank You r
collaborate, brainstorm, and % AT
strategize in a more relaxed and = m;*\!'_:-':;::: B
focused environment. By stepping E ENIOY-MINT !
away from their daily routines, board E;;‘*._‘E‘:
members can gain new perspectives,

build stronger relationships, and
cultivate innovative ideas. Ultimately,
board retreats can lead to increased
efficiency, better decision-making,
and a more cohesive team dynamic.
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BLEEDINGDISORDERS
OF THE HEARTLAND

Exciting news and updates are just around the corner!
Be sure to stay tuned to our website and Facebook page
for the latest information on registration for upcoming
dinners and events. Don't miss out on the chance to
connect with like-minded individuals, indulge in
delicious cuisine, and create lasting memories. Mark
your calendars and get ready for some unforgettable
experiences!

BOOOOOOOOBOOOINBOOIOOGOGIOBOOOOBOOEOOOOBOODOBOOGOGOOGINOOOONGOOOOGOOIOGOOEOBOOBOOOOBIOOOGOOGIBOOOOOOOOOIOOOOOBOOEOOOBOOOOBIOGOBOOGIOBOOONGOOOOGOOIOGOOEOBOOBOOOOBIOOOOGIOOBES
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The HTC Corner

Submitted by Karla Watkinson, RN
ATTENTION

PLEASE!

G DISORDER CLINIC AVAIIABIUTY

Due ta many reasans, finding open appointment timas for our
comprahensive clinics has been difficult. Currently, we ore booking out
grector than & months far our adult populalion and mare than B months
for cur pedioiric population

Far our patients who have severs bleeding discrders, we recommend on
appeintmant every &12 months depending on the person, provider, and
bleeding tendencies, For those with milder bleeding disorders, we
recommend a return visil every 1.2 yeors

I you are more than 2 years overdue for clinic, have nol scheduled an
appointment, or hove numerous oppoiniments you hove mised, the
doctors will not ba able fo centinue making recommendotions or writing
prascriplions for your reatment

Due to the difficulfies in geing appeiniments, we encourage that you be
diligent in keeping your scheduled appoiniments if possible. IF you must
concel an oppointment, please do 1o with as much fime a3 possible 3o we
can affempl 1o find another parson to lake you lime slat,

W you have ot scheduled on upcoming visit, please call fo make them as
soon oz possible

Firaze make sure if you call to schadule an appointment yourself, please
make sute follow the guidelines balow:

Pediatrics: Ask 1o be scheduled in a comprehensive hemaphilia/bleeding
disorder clinic and specify which provider you would like to see, The first
Tuesday aflerncon of the month is Dr. Shorathkumar s clinic and the
secand ond third Wednesday moming is for Dr. Siober. Scheduiling
number for Pediotrcs: 3193562229

Adults: Ask to be scheduled in o Hemophilia shot and specify the
pravider.Dr. Lentz hos clinics on the first and third Fridoy maring ond Dr
Haieh has clinic on the first ond third Wednesday alterncon, Dr, Parepu is
no longer here, The scheduling feam will reach out ta us if the
appointment dobes/times nead to be soanar sa we can look ot the
schedule to help fit vou in earlier if needed.

The scheduling number for Adults: 319-3564200.

ATTENTION

PLEASE!

IMPORTANT ANNOUNCEMENT

A some of you may know, | want bock s school 1o become o Mure
Proctitiomser. | Finished my progrem low Summer, I is with great sadmes thot,
ober necry 11 yeors, | will be leoving the HTC in February to start o new job
a4 i rurve prochifioner, | ray howa siared my job oy an HTC nure 11 yean
ogo, bul | hove known sama of you fer mone than 20 years throogh Blesding
Dizardet comp. Whils | om exciisd to siarl on a new joemey it s hiserswent |

harve found s much |oy and purpose in ihia role. The bieeding disorder
communify ks among the bist group I've hod the privilegs 1o wark with ond
falt like paet ol the family since day ome. This is alss ona of the best medical
e | have wiorked with. | connet axpress how amazing our hamitclogit,
nursas, and rest of the comprehensive mam om
| want fo thank sach and every one of you kor the impoct you have moda In
my il 1 wish you oll the best. Even i 11 years, so many odvancamanty have
boan made i the way we frect blaeding disordor, improving quality of it
There ote 1o many good hings o come. Lam sa proud and honared b bave
bawn o part of that, Betng an HTC nese bas become my idendity and my
pazzian, | hope o same day Find my way bock: o this community.
Michalle Keontz

ATTENTION

\ PLEASE!

The HTC Corner

Submitted by Karla Watkinson, RN

FOR WOMEN AND GIRLS WITH A FAMILY HISTORY OF HEMOPHILIA
If you have sons, beathers, a father with humarjulm or you hove humnp!‘lilru
with o mathes, slslers, or 1:|.¢‘;|ug!11:r:._ please urge them ko have thelr fackar
livals chocked by |;|‘.'|||=-nE the Hnmbphtlin e b discusg
Moy girts ond women whe ane corriens may have kowes than noomal fockor leveds
which mary increase thair risk of bleading with wrgery ot injuries. Wa sncouroge

you ko call and discuss ot 3193564277 and talk 1o ona of our nurses
UNIVERSITY OF IOWA HEALTHCARE [UIHC AND SFCH) UPDATED VISITOR
RESTRICTIONS: Beginning Januory 11, 2024

Due to the increase of viral Infections such as RSV, Influenza, COVID, and

other respiratory iHnesses, fhe LIHC and SFCH hove implemented new visitor
guidalines including masking protoced

Inpatients:

Mo visitors under 12

A visktars per hospital shay.

Nisifing hours are 8 am 1o 8 pm.

For Adult pafients only 2 visitors ore ollowed on the inpofient unif ot o fime.

-For Pedialric patients 4 visitors ore allowed on the inpatient unit af o me

From B pm to B am:

For Adult pafients: 1 visitor is allowed avemight

Far Pedlalric patients: 2 visitors area allowed ovemight
Surgery and Procedure Patients:

-4 wisitors,/ support persons par doy; this is for both adults ond pediatric
patients
Outpatient Clinic Visits:

Twa visilors/suppart persons per day; both aduls ond pedialsics
All Visitors:

‘Must not have symploms of o respiratory ar other contogious [lIness,
Shauld be a suppart person wha is essential for the physical and memal
watlbeing of the patient

Under oge 14 must alwoys be supervised by an adult

Must stay in the designoted ereos such as the patient’s room or dlinic

wailing orea as much a3 possible
Some areas moy have other visitar guidelines 1o prolect the health and
safety of the patianis.
On SFCH Lavel 11
‘Everyane must weor a mosk upan entering onto level 11, incleding visitoes,
patients, aned siolf
For maore informalion, or ko check for updaies go 1o:
-wihe org/coronavirus

A note from the HTC-

Az many of you know, Michelle Krantz, RN, BAN, our hemophilia
nurse coordinator since 2013 went back to school to get her
Doctorate in Nurse Practitioner (DNP). Our hope when she went
back to school is that we would have a full-time position for her
as a nurse practitioner on our Hemophilla/Bleeding Disorder
team where she could see both pediatric and adult patients.
Due to circumstances beyond our control, funding is not
available to finance this position.

With mixed emotions, Michelle will be leaving our team at the
end of January or early February 2024 to pursue a new
opportunity in her role as a DNP.
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HFA2024
Y symp

our Journey, our community/ /| SELEIELENTIIE
AN GELERBATING 30 YEARS

‘ O oS et b b

"Symposium was absolutely incredible,
and | loved everything about it!
The schedule was the right amount

of education with just enough breaks so that
I didn’t feel exhausted or overwhelmed.”

-2022 Sympssimm Atfendee

Register now @ www.HFASymposium.org

The clock is ticking! Rush to the website
for all the details today. Don't miss out
on this golden chance - attending could
open doors to amazing opportunities.
Dive in and grab hold of the exciting
adventures and rewards that await you!

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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NATIONAL BLEEDING DISORDERS FOUNDATION ANNOUNCEMENT:
We are honored to share that Phil Gattone has been named our next
president and CEO. He'll take the helm Feb. 12 to help advance NBDF’s
focus of innovative, inclusive research, education, and advocacy for
the inheritable blood and bleeding disorders community.

“This is an era of unprecedented opportunity, and | look forward to
continuing to grow NBDF’s impact and capacity to serve our
community,” Gattone said. “Together, we will break down barriers to
better health and equity, and create resilient, inclusive communities
where everyone can thrive.”

Gattone succeeds Len Valentino, MD, NBDF’s president and CEO since
2020. During his four-year tenure at NBDF, Valentino helped organize
programs and events such as the first Health Equity Summit, the
Research State of the Science, National Research Blueprint, and
Pathway to Cures.

Welcome!

Phil Gattone, M.Ed.,
President and CEO, NBDF

aVp HaTIONAL
T' : BLEEDING DISORDERS

NBDF 2024 CONFERENCE IS IN SEPTEMBER
IN ATLANTA GEORGIA
YOU CAN FIND INFORMATION ON THEIR WEBSITE
WWW.HEMOPHILIA.ORG

ooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooooo
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Bleeding Disorders of the Heartland Annual Meeting
Join us April 5-7th in Dubuque, lowa at
Grand Harbor Waterpark and Resort

Get ready to mingle with our fabulous bleeding disorders
fam! Meet other folks who totally get what it's like to rock
life with a bleeding disorder.

We've got a jam-packed weekend filled with fun and
connection galore, including a splash-tastic water park!
You'll get the latest scoop on bleeding disorder news, both
local and national, through our super cool educational
sessions and breakout discussions.

If you're a newbie to the bleeding disorder crew, fret not!
We've set aside special support time just for you, for up to 8
years post-diagnosis. Plus, we'll update you on all things
Bleeding Disorders of the Heartland and HTC!

For the parents out there, we've got your back too. Our child
care crew are experts in all thiggs bleeding disorders, so

you can relax and learn knowing your Kiddos are in fantastic
hands.

h‘\
This is just the tio RN

of the iceberg! FLAEDMIAMONRIN
We've got so much e
more in store,

SO come join us

and let's make
some unforgettable
memories together!
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X
JUNE 10TH, 2024\

2024 GOLF EVENT!

Come enjoy a day on the course and

raise awareness and funds for
Bleeding Disorders of the Heartland.
TOAD VALLEY GOLF COURSE 237 NE 80TH ST, PLEASANT HILL, 10WA 50321
Watch the website or Facebook
for details
www.bdheartland.org
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Explore Head-to-Head
Pharmacokinetic (PK) Study Data

See half-life, clearance, and other PK data from the crossover
study comparing Kovaltry® and Advate®,

Visit Kovaltry-us.com to find out more.

ghts reserved. Bayer, the Bayer Cross, and KOVALTRY are registered trademarks

' ;K_;:r;val_t_f"’_

-D690-1 03723
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Registration is
coming up for
Bleeding Disorders
Camp
Keep your eyes
on the website or
FaceBook in April.

Camp was so much fun!
You got to make lots of
friends!
-Quincy 10

| felt normal when at
camp with kids just like
me. | can‘t wait to come
back next year.
-16 year old

Scan the OR code
to view a video

BLOODLINE ¢ ISSUE1 VOLUME 2 13




FQO CTAVIAN'

DGENe MXaparvovec-rvax |

Rethink treatment
as you know it

ARE YOU ELIGIBLE? )

ROCTAVIAN
clinical study
participant
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HIt

with Dolvett Quince

Regular exercise is imponant. But moods vary. No two days are
exartly the same. Sowe asked celebrity trainer Dolvett Chiince to
create a series of exercss videos called H-Fit. Each video features a
differant hemophilia-friendly workout. And eadch workout is built
around a differant mood How are you feeling today? H-Fit has got
you covered.

Always talk to your health care provider before starting any
new exercise routine.

Sign up with Novo Nordisk and register
at H-Fit.com to get free access to

the H-Fit video library.
Scan for H-Fit.com
Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.5.A, d1a in
Novo Mordisk and Changing Hemophilia are registered trademarks of Novo Nordisk A/S. @ h rg I-
{© 2021 Novo Nordisk Printed in the U.S.A. USZIHRBDOD205 October 2021 novo nordisk emopniia’

CSL Behring

™

Biotherapies for Life

Proud to serve the
bleeding disorders
community with the latest
technologies, innovative

therapies and support.

Mike Appleseth
Manager, Coagulation Products

641-757-0499 / mike.appleseth@cslbehring.com
Serving lowa, Nebraska, Kansas and Missouri
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WHAT'S
NEXT?
YOU
DECIDE.

At Genentech, we’re committed to creating
programs for you, with you. From a web

series focused on finding the magic in life,
to a tournament for gamers, to workshops
designed to help you think well, do well,

and be well, we’re here to help you take on
what comes next.

VISIT
TO SEE HOW WE'RE CREATING
WHAT’'S NEXT, TOGETHER.

GENENTECH IN Genentech
The Genentech logo is a registered trademark of Genentech, Inc.

©2020 Genentech USA, Inc. Al rights reserved. M-US-00008064(v1.0) 10/20 H E M 0 P H I I. I A A Member of the Roche Group
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ALTUVIIIO'"%

Antihemophilic Factor (Recombinant),
Fc-VWE-XTEN Fusion Protein-ehtl

SWITCHITUP

like Joey did!

a real ALTUVIIIO patient

Joey has been compensated for sharing his story.

Sanofi Community Relations and Education (CoRe) Managers are
dedicated professionals who can provide personalized education
about ALTUVIIIO, and point you toward helpful support and resources.

CONNECT WITH YOUR CoRE TODAY

f' © 2023 Genzyme Corporation. All rights reserved.
SO n O I ALTUVIIIO and Sanofi are trademarks of Sanofi or an affiliate. MAT-US-2307604-v1.0-09/2023

BLOODLINE ¢ ISSUE1 VOLUME 2




Family Tradition Gives Back to Local Chapter

The Meyer family held its annual Christmas
family celebration on December 23rd.

We spend the day together enjoying LOTS
of food, gift giving, and laughter. Every year

to play. This year, all of the money is being o
donated to Bleeding Disorders of the Heartland. We played
Christmas Charades, with 4 generations of Meyers playing!
We had SO much fun! Bill and | have been members of
Hemophilia of lowa, now renamed, since around 1985. We
have 2 sons with hemophilia, and | have Von Willebrands.
This is an amazing organization! I’ve served on the BOD and
organized the first golf tournament. We have made many
“forever” friends! We are thrilled to be able to donate $800!
Why not do the same in your family! Happy New Year!

Carol Meyer

BLEEDING DISORDERS OF THE HEARTLAND



we need YOU!

BLEEDINGDISORDERS

BLEEDING DISORDERS OF THE HEARTLAND OF THE HEARTLAND
is expanding our hoard of directors.

Do you know someone with legal expertise, tax
knowledge, CPA certification, or board experience?
We are actively searching for qualified individuals
to join our board of directors and help us grow.

Are you able to assist us in Diversilying Funding ?

We're seeking your assistance! Do you have funds available for
donation or know of companies or organizations that are
interested in supporting a good cause or looking for a tax write-
off? We're looking to diversify our funding sources.

Additionally, have you formed a walk team yet? It's never too early
to begin raising funds to help our organization advance its
mission to educate, connect, and support those atfected with
bleeding disorders.

Visit www_bdheartiand.org

BLOODLINE ¢ ISSUE1 VOLUME 2 19
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