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Dear Community Members, Friends and Family-

As the holiday season unfolds, I want to extend our warmest wishes

to you and your loved ones. Whether you’re celebrating

Christmas, Hanukkah, Kwanzaa, Yule, or simply cherishing the joy of

togetherness, may this season bring you peace, happiness, and

good health.

This time of year, reminds me of how grateful we are to have such a

supportive and inspiring community. Your strength, kindness,

resilience and willingness to be there for each other continue to

amaze me!

As we look ahead to 2025, I am excited about the opportunities to

reconnect, learn, and grow together. Thank you for being an

essential part of our community, and we can’t wait to see what the

future holds. From myself and the rest of the board

and staff at Bleeding Disorders of the Heartland, 

Happy Holidays and best wishes for a 

wonderful new year. 

From the Desk of
Board President Thomas Savage

Season’s Greetings from Bleeding Disorders of the Heartland!

Thomas Savage



D o  y o u  w a n t  t o  m a k e  y o u r  s h o p p i n g  e v e n  m o r e  m e a n i n g f u l
t h i s  y e a r ?  W h e n  y o u  p u r c h a s e  g i f t  c a r d s  t h r o u g h  t h i s
s p e c i a l  f u n d r a i s i n g  p l a t f o r m ,  a  p o r t i o n  o f  t h e  p r o c e e d s
w i l l  c o m e  b a c k  t o  B D H !

I t ' s  a n  a m a z i n g  w a y  t o  g i v e  b a c k  w h i l e  s t i l l  c r o s s i n g  o f f
y o u r  g i f t  l i s t .  T h e r e  i s  n o  e x t r a  c o s t  t o  y o u ,  i t ’ s  j u s t  o n e
s i m p l e  w a y  t o  s u p p o r t  w h a t  w e  d o .  T h i s  w i l l  b e  a v a i l a b l e
a l l  y e a r  l o n g .

H o w  i t  w o r k s :
V i s i t  t h i s  l i n k :  h t t p s : / / w w w . r a i s e r i g h t . c o m / e n r o l l / 3 X J T F T Q B R L Z Z1 .
S h o p  f o r  g i f t  c a r d s  t o  y o u r  f a v o r i t e  s t o r e s .2 .
A  p o r t i o n  o f  t h e  p r o c e e d s  b e n e f i t s  o u r  o r g a n i z a t i o n — h e l p i n g  u s
c o n t i n u e  o u r  m i s s i o n

3 .

G e t  y o u r  s h o p p i n g  d o n e ,  g i v e  b a c k ,  a n d  s p r e a d
 s o m e  h o l i d a y  c h e e r !

SHOPPING?
CHRISTMAS

STILL

https://www.raiseright.com/enroll/3XJTFTQBRLZZ?fbclid=IwZXh0bgNhZW0CMTAAAR16L2NVbd7rOxIYl2IIBR9l3m8sTSRtl7ykIldknwbfct1QFrtEVSrus6g_aem_nmwO3QKNLWQNQnKlbpEP-A


FEBRUARY 
4-5TH

JUNE 
15-20TH

SEPTEMBER
27TH

MARCH
14-16TH

JULY
 26TH

JUNE 
2ND

AUGUST 
16-17TH

Family Education Day
Lost Island, Waterloo, Iowa

Golf Tournament
Toad Valley Golf Course

Advocacy Day at the Iowa State Capital
Des Moines, Iowa

Annual Meeting
Des Moines, Iowa

Bleeding Disorders Camp
Camp Tanager, Mt Vernon, IA

Adult Retreat, TBD

BDH Step Right Up & Unite Walk
Clark Park, Hiawatha, IA

Visit www.bdheartland.org for the latest
updates and registration information.

2025 BDH Events 

Scan the QR code for more info or 
to register for specific events on our

website!



Industry Dinners

February

4
March

25

Sanofi

CSL Behring

FREE MEALS WITH GREAT COMPANY AND VALUABLE INFORMATION

www.bdheartland.org

Iowa City, Iowa

Des Moines, Iowa

Bleeding Disorders of the Heartland

July

12

October

Urbandale, Iowa
Advoacy Dinner

Educational Dinner

Mens Educational Dinner

Genentech

These are the dinners
scheduled so far. More

will be added and will be
updated on the website as

they are scheduled for
2025.Register on the

website to attend. 



NATIONAL 
CONFERENCES 

2024

NBDF CHAPTER LEADERSHIP 

BROOKE
LOVING

FROM THE EXECUTIVE DIRECTOR’S  DESK DECEMBER 2024

I attended the Chapter Leadership Seminar in
San Antonio, where I was joined by Executive
Directors and leadership from chapters across
the country to exchange ideas and learn best
practices. Throughout the seminar, I gained
invaluable knowledge from peers, discovering
innovative strategies to strengthen chapters
and enhance their impact. 

I had a great time at this year’s Chapter
Leadership Summit. There were a lot of
meaningful connections made, and I am
excited to bring the ideas I learned back to
BDH.
 -Thomas Savage, BDH President

www.bdheartland.org Quarter 4

The energy in the room was palpable, with each person
bringing their unique experiences and perspectives to
the table. It was inspiring to see such dedication and
passion, as everyone worked collaboratively to drive
positive change and strengthen their communities. The
camaraderie and support among the leaders created an
environment ripe for innovation, where ideas flourished
and solutions to challenges were crafted with creativity
and determination.

The training 
sessions were
extensive, 
and among my 
favorites were
those focused
on storytelling and creating a meaningful impact.

This opportunity
empowered me to 
grow as a leader,
expand my network,
and bring fresh ideas
back to my own
chapter, furthering its
success and influence
in the community.

I also took on an active role at the conference by
presenting at a session. Sharing my own insights,
experiences, and contributing to the collective
wisdom of the group. 



NATIONAL 
CONFERENCES 

I attended PACT training in New Jersey,
where I gained valuable insights into
advocacy efforts for 2025 from leaders
across the nation. I was surrounded by
passionate individuals committed to making
a difference, I am learning how to use my
voice to create change and support
impactful initiatives. Through discussions,
workshops, and presentations, I am
developing the skills to advocate for causes
close to my heart, preparing to play an
important role in shaping the future. This
experience is not only empowering me with
knowledge but also connecting me to a
nationwide network of advocates dedicated
to driving positive change for the bleeding
disorders community. -Brooke

PACT TRAINING IN NEW JERSEY

BDH Secretary and affected
member Meg attended the

 Pact Training  with me.

BROOKE
LOVING

FROM THE EXECUTIVE DIRECTOR’S  DESK DECEMBER 2024

It was great to be
surrounded by people
from all over the
country to learn
alongside them.
Although the politics
and insurance
information was a
heavy subject. It was
presented in a way that
we could understand
and discuss. -Meg

We had executive directors, 
chapter leaders and advocacy leaders at

the PACT Training.  
The information learned at this training will be
very helpful for our upcoming Advocacy Day

in February at the State Capitol Building
 in  Des Moines, Iowa. 



After a presentation at the ATHN National Summit by Iowa Hemophilia and Thrombosis
Center data manager Alison Currie, our HTC providers and other team members have
been receiving accolades and questions about the different services offered here. At
our HTC, we are driven by our mission to provide comprehensive, patient-centered care
for individuals with hemophilia and related bleeding disorders. In alignment with UI
Healthcare’s We Care values, our HTC strives to enhance the quality of life for patients
through advanced medical care, research, education, and community support. As such,
we offer a variety of services not offered elsewhere in the state, as well as unique
services not offered any where else in the nation. 

In this issue, social worker Ellie Van Holland talks about our program for transitioning
patients from pediatric to adult care within our healthcare system. In following issues,
we will introduce other services, subspecialties, and members of our team. 

HTC CORNER

Alison Currie Ellie Van Holland

Part of the

team &

volunteers at

Amish Outreach



HTC

And remember...just because you transition to adult health care doesn’t mean you’re all alone! Our staff is always
happy to answer any questions you have, and your personal support system can be a great place to go for help as well.  

01
When you transition to adult healthcare, the
responsibility for taking care of your health falls
primarily on you (instead of parents/caregivers). You
will need to have some basic skills and knowledge to
navigate the healthcare system and keep yourself
healthy.  

At the University of Iowa, when you transition to adult
care, most care team members remain the same
including nurse coordinators, social workers, physical
therapists and pharmacists. However, you will now
see a different doctor who specializes in adult care
and your clinic visits will be in a different clinic
location.  

WHO IS INVOLVED IN MY
TRANSITION PROCESS?

Caregivers, your care team, and you as the patient
all work together to make this transition possible.
Caregivers will help by involving you in making
decisions, teaching you about your medical history,
and giving you opportunities to practice new skills.
Your care team will offer information and
resources to help you make decisions about your
health and help you set goals that build
independence. You are responsible for practicing
skills, learning about your health, and asking for
help when you need it.  

02

WHEN DOES THE
TRANSITION HAPPEN?  

Typically, most patients transition to adult healthcare
before the age of 22. When patients turn 12, we
introduce the idea of transition and start discussing it
regularly during your comprehensive clinic visits.  

03
Adult clinics are held in the Main Campus hospital
in the Clinical Cancer Center, lower level of the
Pomerantz Family Pavilion. Don’t hesitate to call
the clinic if you need help with directions.  

04

HOW WILL I KNOW WHEN
I’M READY TO TRANSITION?

One of the ways we assess when you’re ready to transition to
adult healthcare is by using a transition readiness
assessment. At the University of Iowa, we have an
assessment that covers a wide range of important topics like
healthy habits, how to schedule appointments, keep medical
records, assess and manage risks, maintain insurance,
manage medications, and develop an emergency plan.
Throughout your teenage years we will discuss these topics
with you. At times you may be asked to complete an
assessment so we can track your progress and help you set
goals. As you reach these goals, you will know you’re making
progress and ready to successfully make the transition.  

06WHY IS PREPARING FOR
TRANSITION IMPORTANT?  

Preparing for transition is important because it is a
change from how you were previously taking care of
your health. You need time to practice and learn new
information and skills so you can successfully take
care of your health on your own.  

05

TRANSITIONING TO ADULT HEALTHCARE:
WHAT YOU NEED TO KNOW  
At the University of Iowa, we are committed to helping patients
prepare for the transition from pediatrics to adult healthcare. For
some patients and families, this transition is no big deal, and for
others, transitioning to adult healthcare seems intimidating and
overwhelming. Below are some answers you may have to
questions about this process at the University of Iowa.

WHERE ARE ADULT
CLINICS LOCATED?

WHAT DOES IT MEAN TO
TRANSITION TO ADULT
HEALTHCARE?





ANNUAL

MEETING
MARCH 14-16

DES MOINES, IA

BDH

Register online today!
https://bdheartland.org/events



Bleeding Disorders of the Heartland receives grant from 
Variety - the Children’s Charity
Bleeding Disorders of the Heartland has received a grant from
Variety - the Children’s Charity to fund . 
Bleeding Disorders of the Heartland is a nonprofit organization serving
families throughout the state of Iowa diagnosed with bleeding disorders.  
The Variety grant will be used to help cover the cost of 2024 Bleeding
Disorders of the Heartland Bleeding Disorders Camp. 
 
“The grant received will be utilized to help us further our mission by
providing children with the opportunity to attend camp. This is one of the
most impactful ways to make a difference in the life of a child who has a
bleeding disorder. The impact of this grant doesn’t just impact a week at
camp… it changes the lives of every child who attends, their families, and
their communities for years to come.” 
- Brooke Loving, Executive Director 

About Variety – the Children’s Charity of Iowa
Variety - the Children’s Charity is dedicated to improving the lives of
children who are underprivileged, at-risk, critically ill, or living with special
needs. Grant funding is provided to programs and initiatives that directly
impact the well-being of children in our community.
For more information on Variety grants and programs please visit
varietyiowa.com.

Contact:
Brooke Loving 
Bleeding Disorders of the Heartland
319-721-1664 
bdh_director@bdheartland.org 



Panda Express ongoing Fundraiser

Place your order for either pickup or
delivery! Enter the fundraising code at
checkout. This offer is available at all
Panda Express locations across the

country.  Please share this information
with friends and family! Watch Facebook

for the monthly code and dates!

 OF SALES
ARE 

DONATED
BACK 

TO BDH!

28%



We had a FABulous 2024 FAB. We enjoyed great company,
tasty food, and FABulous educational sessions! We Can’t wait

for this event in 2025!
Thank you 

 for the opportunity for this FABulous event! 
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https://coaliciondelasamericas.us22.list-manage.com/track/click?
u=c81690a21a4b8a2b472dd2164&id=8d597dda74&e=531ed4918f

Company- 'Alhemo' receives
positive opinion from EMA for
approval as first prophylactic
treatment for hemophilia A/B

First prophylactic
treatment for
hemophilia A/B

if approved by the European
Commission, will be the rst daily
subcutaneous prophylactic
treatment for people with
haemophilia A or B with
inhibitors5.

MADRID 31 Oct. (EUROPA PRESS) - Novo
Nordisk has announced that concizumab,
registered as 'Alhemo', has received a
positive opinion from the Committee for
Medicinal Products for Human Use (CHMP) of
the European Medicines Agency (EMA),
recommending its approval as the rst daily
subcutaneous prophylactic treatment
(continuous treatment to prevent bleeding)
for people aged 12 years or older with
haemophilia A or B with inhibitors.
Hemophilia is a rare and serious bleeding
disorder aecting about 1 in 10,000 people. 

It is caused by a deciency or dysfunction of
the proteins essential for blood clotting,
namely factor VIII (hemophilia A, HA) and
factor IX (hemophilia B, HB), which leads to a
reduction in thrombin generation.

 Hemophilia is usually treated by replacing
the missing clotting factor through
intravenous infusions, also known as
replacement therapy.

  However, sometimes the body can produce
inhibitors as an immune response to the
clotting factors in the therapy, rendering the
replacement therapy ineective and limiting
treatment options. Currently, it is estimated
that up to 30% of people with severe
hemophilia A develop inhibitors, and 5-10% of
those with severe hemophilia B also develop
inhibitors.

This monoclonal antibody works by inhibiting
the tissue factor pathway (TFPI) and, if
approved by the European Commission, will
be the rst daily subcutaneous prophylactic
treatment for people with haemophilia A or B
with inhibitors5. This medicine is designed to
block a protein called TFPI, which is a natural
blood anticoagulant. By blocking TFPI, it
ensures thrombin production and prevents
bleeding, even when other coagulation
factors are missing or decient. This is
particularly important, as it means that this
anti-TFPI monoclonal antibody allows
thrombin generation even in the presence of
inhibitors6.

 “The CHMP positive opinion for Alhemo is an
important milestone for patients. If
approved, it would be an important addition
to our growing portfolio of hemophilia
treatments, oering the potential for daily
prophylaxis to prevent bleeding in people
with hemophilia who have developed the
complication of inhibitors,” said Stephanie
Seremetis, Global Medical Director for
Hemophilia at Novo Nordisk.

OCT 31, 2024
EUROPA PRESS

https://coaliciondelasamericas.us22.list-manage.com/track/click?u=c81690a21a4b8a2b472dd2164&id=8d597dda74&e=531ed4918f
https://coaliciondelasamericas.us22.list-manage.com/track/click?u=c81690a21a4b8a2b472dd2164&id=8d597dda74&e=531ed4918f




COFFEECOFFEE
The Bleeding Disorders of the
Heartland has its exclusive coffee
blend crafted by Blue Strawberry, 
a local business in Cedar Rapids.
Purchasing this coffee helps fund
our organization. 

Get your coffee today! 

$18
12OZ

$12
8OZ

GROUND
AND

WHOLE
BEAN



Explore more
ROCTAVIAN.com

ROCTAVIAN is a trademark of BioMarin Pharmaceutical Inc. ©2024 BioMarin Pharmaceutical Inc. All rights reserved. US-ROC-00348 01/24

IMAGINE
WHAT’S
POSSIBLE WITH
ROCTAVIAN 

https://www.roctavian.com/en-us/?utm_source=BDH&utm_medium=print&utm_campaign=roc_imagine&utm_term=us_00348&utm_content=explore






Attending the Bleeding Disorders Conference by NBDF
this year was such an honor. I was able to attend both

chapter staff track sessions and consumer sessions. My
husband, Tony went to the consumer track and Logan

was on the kids track. We spent our days learning about
the newest information about bleeding disorders

treatment, advocacy work and so much more. It was
wonderful to connect with other bleeding disorder

families from across the country. We left the conference
feeling inspired and ready to get to work for our own

local chapter! “ 
  - Amber Smith 

BDH Programs and Administrative Assistant

Bleeding Disorders Conference, 2024



BUFF  C ITY  SOAP  

JANUARY 19,  2025 |   5 :30-7:30PM
CEDAR RAPIDS,  IOWA

COMMUNITY EVENT
SPONSORED BY:

SAVE THE DATE:

THIS VIRTUAL SUMMIT FEATURED
SUBJECT MATTER EXPERTS

DISCUSSING A RANGE OF ISSUES
RELATED TO BARRIERS TO

REACHING, RECEIVING, AND
CONTINUING TREATMENT/CARE
FOR A BLEEDING DISORDER. THE

EXPERTS WELCOMED
PARTICIPANT ENGAGEMENT
THROUGH QUESTIONS AND

COMMENTS USING THE VIRTUAL
PLATFORM.







STEP RIGHT UPSTEP RIGHT UP
AND WALKAND WALK

FOR A CAUSEFOR A CAUSE  
20242024



2024 Walk2024 Walk
Hiawatha, IAHiawatha, IA





Your life is
your canvas
Whether it’s ADVATE or ADYNOVATE, look to the TAKED
family to be there with you wherever life takes you. 

Patient Portrayal

©2024 Takeda Pharmaceuticals U.S.A., Inc., 500 Kendall Street, Cambridge, MA 02142. 1-877-TAKEDA-7 (1-877-825-3327).
All rights reserved. TAKEDA®, the TAKEDA Logo® and the Takeda Patient Support logo™ are trademarks or are registered trademarks of Takeda
Pharmaceutical Company Limited. ADVATE® and ADYNOVATE® are registered trademarks of Baxalta Incorporated. US-XMP-2841v1.0 08/24

Keep Painting Your Story

Get access to
Takeda Patient Support



©2022 Bayer. All rights reserved. Bayer, the Bayer Cross, and Jivi are registered trademarks of Bayer. 6/22 
PP-JIV-US-1785-1

Jivi®, now with up to 
7 YEARS OF DATA.

Talk to your doctor about the study.

Scan this QR code to learn 
 more about the data at

JiviExtensionStudy.com



© 2024 Sanofi. All rights reserved.
ALTUVIIIO and Sanofi are registered trademarks of Sanofi or an affiliate. MAT-US-2307604-v2.0-05/2024

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

B rian

R eal ALTUVIIIO® patient

like Brian did!
Brian is a promotional speaker compensated by Sanofi.

MAT-US-2307604-v2.0_R01_SALT_CoRe_Reminder_Ad.indd 1 5/28/24 2:50 PM



AdultAdult
20242024RetreatRetreat



T W O  Y O U N G  A T H L E T E S
A T T E N D E D  T H E  J U N I O R

N A T I O N A L  C H A M P I O N S H I P S  I N
H E N D E R S O N ,  N E V A D A ,  W H E R E

T H E Y  C O N N E C T E D  A N D  L E A R N E D
S K I L L S  W I T H  T H E I R  P E E R S  F R O M

A C R O S S  T H E  C O U N T R Y .  T H E S E
R I S I N G  S T A R S  W E R E  E X C I T E D  T O
S H O W C A S E  T H E I R  H A R D - E A R N E D

S K I L L S  A N D  E N J O Y E D  M A K I N G
F R I E N D S  W I T H  O T H E R  A F F E C T E D
K I D S .  F O R  T H E S E  T W O  K I D S ,  T H E

C H A M P I O N S H I P  W A S  N O T  J U S T
A  C O M P E T I T I O N ,  B U T  A  D R E A M

I N  T H E  M A K I N G ,  I T  W A S  A N
O P P O R T U N I T Y  O F  A  L I F E T I M E .
T H A N K  Y O U  C S L  B E H R I N G  F O R

T H E  O P P O R T U N I T Y  T O  A T T E N D .

Check out what Landyns
elf, “Pizza” did for his shot

day for Hemlibra! 

That’s support we love and
can get behind! 

Great work, Pizza, and
great job, Landyn!

C O R N E R
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History of Bleeding
Disorders

CHECK OUT MORE
INFO WITH THESE
EDUCATIONAL
ARTICLES BELOW... 

MANAGING BLEEDS:
TYPES, SYMPTOMS
AND MORE

Here you’ll find
information on the first
documented inherited
bleeding disorders
dating back to the 2nd
century and how things
have changed since
then! 

https://www.hemophiliafed.org/history-of-
bleeding-disorders/

HFA Resources

On this page you’ll have
access to clinical trials,
insurance, employee
and financial assistance
and further support for
all things bleeding
disorder related. 

Prevention is best, but sometimes that’s not possible.  It’s great to
have reference points to look at for help when needed, because
when a bleed happens, you’ll need to act fast. 

On this page you’ll discover numerous types of bleeds along with
information on how or when to best treat the bleed. 

https://www.hemophiliafed.org/resources/

Advocacy Do’s
and Don’ts 

Are you looking to
educate family or
friends about our
bleeding disorders or
this amazing
community of people? 

Here you’ll find an awesome list of do’s
and don’ts to make sure your voice is
heard. Do you want to see policy
changes or want to contribute to
making changes within the industry?
Find out how with tips and tricks and
then let your voice be heard! 

BLEEDING DISORDER EDUCATION

ED
U
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T
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R
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O
U

R
CE

S

https://www.bleeding.org/advocacy/how-
you-can-take-action/advocacy-dos-and-
donts

Types of Bleeds:
Head
Eye
Nose
Mouth
Throat
Gastro
Urinary
Soft tissue
Joint
Muscle
Deep Cuts

Discover types,
symptoms and more
at the QR Code here! 

B
D

H

https://www.hemophiliafed.org/history-of-bleeding-disorders/
https://www.hemophiliafed.org/history-of-bleeding-disorders/
https://www.hemophiliafed.org/resources/
https://www.bleeding.org/advocacy/how-you-can-take-action/advocacy-dos-and-donts
https://www.bleeding.org/advocacy/how-you-can-take-action/advocacy-dos-and-donts
https://www.bleeding.org/advocacy/how-you-can-take-action/advocacy-dos-and-donts


Do you know anyone who 
might be interested in serving 
on the board of directors for 

Bleeding Disorders of the Heartland?

We are looking for individuals 
to serve on our Board of Directors

Please reach out to Brooke at
bdh_director@bdheartland.org
for a board application or more information. 

Board Member Information

Specifically Seeking: 
Lawyers
Bankers
Nonprofit Experience

Individuals who are skilled in:
Fundraising
Insurance
Mental Health
Child/Youth Programming

This is a volunteer position. 
If selected, you must attend 
onboarding session, 
organization events, 
quarterly meetings & 
2 board trainings a year. 



Bleeding Disorders of the Heartland
103 5th Ave

Durant, Iowa 52747

Tel: (319) 721-1664
Fax: 615-900-1487 

Email us at: bdh_director@bdheartland.org 

The Bleeding Disorders of the Heartland (BDH) asks for your contributions to support the programs and
activities of BDH that focus on advocacy, awareness, education and mentorship of families and new
families. You can make a financial contribution by going online to our website at www.bdheartland.org or
by mailing your check to our office. Does your workplace offer an employee matching gift program? We
have numerous fundraising events throughout the year that you 
can attend and financially support as well. Help us share the word about the mission of BDH. 

Thank you for making a difference! 

This contribution is made in memory or honor of __________________________________________

Name:_____________________________________________________________________________

Address:___________________________________________________________________________

City:_________________________________________State:____________ Zip Code: ____________ 

BDH is a nonprofit 501 © 3 organization that exists to enhance the lives of those affected by 
bleeding disorders. 

tel:1-319-721-1664
mailto:bdh_director@bdheartland.org

