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2017 NHF CONFERENCE!
In early August members of HOI had the opportunity
to travel to Chicago to attend the 69th annual National
Hemophilia Federation meeting! From educational
sessions to personal network building this meeting
had it all. Take a look at what some of the attending
members had to say!
“I had the privilege and honor of attending the 69th
Annual NHF Conference in Chicago. It was an amazing
time as there were some great sessions related to
Chapters. A few sessions that were beneficial to
me were the sessions on fundraising and social
media. Fundraising is vital to our organization and
finding ways to keep donors and find new ones are of
upmost importance. This session walked us through
some good examples and not so good examples of
fundraising. Social media is all around us and this
session focused on what organizations can do to
help use this type of communication. As always, the
networking opportunities were great to meet new
people and find out what other chapters are doing.
Thank you to HOI for allowing me to attend and gain
some valuable information to use in the future!” –
Mark Castenson
“My favorite session was the HIV/AIDS Memorial.
The session was amazing! It’s important for our
community to remember the suffering that took
place all those years ago. There have been so many
advances, and great things today and in the future for
our community. I was amazed at all the kindness at
this conference. I’m grateful for the experience of the
conference!” – Kathy Hix
“We were able to attend
this year’s conference help
August 24th – August 26th
in Chicago, Illinois. We
attended both Chapter
(for board members)
and Consumer meetings.
What
impressed
us
the most about the
conference was the wide
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variety of meetings available for attendee’s to select
from. There were sessions for Men, Women, Teens,
Spanish Speaking, LGBT community, Chapter,
Physicians, Nursing, Social Workers tracks available
every day. During breaks from sessions or in the
evening attendees could visit the huge exhibit hall
where vendors were available to talk about available
products for the bleeding community. Vendors also
provided daily breakfast, lunch and dinner options
for attendee’s. Big thank you to all the Pharma
companies for sponsoring this event. Lastly Saturday
night we closed with the whole group, approximately
3000 attendees going to Chicago’s Field Museum for
dinner and private viewing of the museum.” Jesus
and Rita Carmona
“I had the privilege of attending NHF in Chicago
in August. It was a fantastic experience for myself
and Asher. I attended some great sessions while I
was at the conference. One session that stood out
was the Powering Thru session. It was neat to hear
other people with health challenges not letting their
challenges hold them back. Patrick James Lynch,
the moderator, even mentioned that the death of his
brother, spurred him onto to do what he is doing now.
Another session was on emergency preparedness.
This session was good to get a refresher for me to
hear. Even though this session was geared for newer
families, these sessions are always good to hear as I
always get something out of it.
I also visited the exhibit hall and met with some great
companies in the bleeding disorder community.
HEMOPHILIA OF IOWA, INC.

2017 NHF CONFERENCE!
There are so many
new
products
and services to
look at. I enjoyed
going through this
area and learning
more about each
company and what
they have to offer.
Asher had a great
time in the childcare
and even had the
opportunity to go
to the Shed Aquarium with the other children. He
really enjoyed his time meeting other children with a
bleeding disorder like him.
Thank you HOI for allowing us to go to NHF.” –Julie
and Asher Castenson
“The conference was another great one. The NHF
planning committee and staff so an amazing job of
working with all the different tracks to be sure there
is something for everyone. The sessions I would like
to share about was the Stigma of HIV: It’s Still Real,
during this session it was so impactful to hear about
all the stigmas that individuals and families endured
due to their HIV diagnosis. This session featured a
panel discussion of what it means to be HIV positive
in 2017; how they managed feelings of guilt; how
attitudes and perceptions of HIV/AIDS have changed
and how they have stayed the same. Since my son is
15 our family luckily has not experience this era of the
Hemophilia Community but so many of my friend’s
families have so it was beneficial for me to hear these
stories just to understand more of our community
and how thankful I am for what those individuals,
families, spouses have gone through and still do
today for the safe blood supply, their vigilance within
the community, and the importance of knowing the
history of our community to truly appreciate where
we are today. The other session was the one my
daughter Jordyn was on the sibling panel. Jordyn
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and the two other
girls did a fabulous
job of sharing that it
wasn’t always easy
having a sibling with
a bleeding disorder
and at times they
were as to step up
big time to help
and
sometimes
unfortunately their
life was put on the back burner due to a bleed etc.
It wasn’t always fair but they are all thriving young
ladies and I think the families that attended with small
children learned form a few of the best on how to help
their children who are the unaffected but affected
siblings. As Jordyn shared one tip we always tried to
do was to have her be one of the 1st ones to know
what was going on with Beau if he was in the hospital
or having issues so she didn’t hear it from others
that she was the one who could give the updates to
others not finding out second hand. That helped in
our communication as a family and she appreciated
that as a sibling. I thank HOI for the opportunity to
attend and work with the board members and our
staff person to share the conference working and to
introduce them to those who are our supporters in
other states chapter offices.” –Kari Atkinson
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THE FIRST STEP PROGRAM

The First Step Program will be hosting a few events in the coming
months. Please mark your calendars for December 2, 2017 for the
Winter Wonderland Celebration, at Ramada Inn & Wasserbahn Indoor
Waterpark and February 25 & 26, 2018 for the Family Fun Education
Weekend at Adventureland Inn. Information will be sent as more
details are available. Please watch your mail.
Are you New to receiving the HOI Bloodline newsletter? If so you
might be asking just what is First Step? Let me share…..It is a program
designed to provide education and support for families with young
children that have a bleeding disorder. The program is designed to

provide a venue for parents to come together to have support and
camaraderie with other parents that understand what you are going
through.
Please feel free to contact your First Step Parent Coordinator…..
Kari Atkinson (319) 721-3964 caklatkinson@aol.com If you are not
comfortable contacting us direct please feel free to contact either Tami,
Karla or Michelle at the treatment center as they can share with you
information about this program. We would be more than happy to
help you and your family in any way that we can.
First Steps is only possible due to our generous sponsors. Special
Thank You to the following companies for your generous sponsorship
for our 2017 program ARJ Infusion Services, CSL Behring and Shire.

NATIONAL
HEMOPHILIA
CONFERENCE: SIBLINGS PANEL
I’M PART OF THE FAMILY, TOO
Three young women addressed questions from audience
members during the Siblings Panel educational session on
Thursday afternoon during the NHF 69th Annual Meeting hosted
in Chicago IL on August 24th. Jordyn Atkinson, one of our own
HOI Members participated on this panel. Below is some of the
write up that was printed in the NHF Daily Newspaper that is
handed out daily recapping sessions and events for those in
attendance. It was an honor for Jordyn to be asked to share their
family story. Here is a little bit of the session. The Sibling Panel
included Dulce Sierra, Mika Timura and Jordyn who all spoke
about growing up with a sibling who has a bleeding disorder,
while being unaffected themselves.
Q: What did your parents do to make you feel special?
Sierra: “My mom and I would watch a Disney movie. Also if my
brother had treatment, we would always go do something fun
together afterward, like going to the zoo.”
Timura: “I did not ever feel jealous. We went to meetings
together as a family. When my brother went to camp, my sisters
and I also went to a camp for siblings.”
Atkinson: “My mom and I went shopping together.”
Q: How did you get involved with your chapters?
Sierra: “When my parents went to meetings, I went too. I didn’t
want to go sit in the daycare.”
Timura: “When I went to college, I reconnected with my chapter.
I kind of lost touch during high school, but in college I go to do
an internship with my chapter.”
Atkinson: “My mother has been the president of Hemophilia of
Iowa for a long time and it was forced me to be active.”
Q: Did your parents tell you above bleeding disorders?
Atkinson: “I was five when my brother was born. I didn’t
understand what was happening until I was seven or eight.”
Timura: “I was a rough child growing up and didn’t understand.”
Sierra: “My parents told me to watch my brother and not to let
him do anything rough. I didn’t understand until he had his first
bleed.”
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Q: Talk about a time you felt left out.
Atkinson: “My mom promised we would go shoe shopping when
I was a sophomore on Homecoming morning, but my brother
ended up with a double calf bleed and was hospitalized.
Sierra: “I didn’t get to go to camp. My brother came home
and bragged about all the things he did and I stayed home and
watched TV. She added I was tasked with watching over him.
Whenever we came home my parents would ask, ‘Did he do this
or did he do that, did he eat?’ I’d answer, Yes he did fine, He ate,
and I ATE TOO. “
All speakers indicated that they are proud of advocating and
educating others. All three speakers said their career choices
were influenced by their siblings bleeding disorders.

HEMOPHILIA OF IOWA, INC.

FAMILY CAMP 2017
BY MICHELLE KRANTZ

Family camp was held August 5th and 6th at Camp Tanager in Mt. Vernon, Iowa. At family camp, we invite
children with bleeding disorders from ages 3-5 and their families to join us for the weekend. Family camp
strives to prepare these campers (and parents) for week long Bleeding Disorder Camp.
This year we had several new faces. We had 6 families and 5 of them were new to family camp. Our future
campers had a great weekend full of games, relays, arts and crafts, and pool time.
During our parent session, Kari Atkinson led two HFA programs. We had a great discussion about boundaries
within the Hemophilia/Bleeding Disorder community. We also played an invigorating round of Bleeding
Disorder Jeopardy, testing everyone’s knowledge about bleeds and treatment.
We are so happy we continue to have a strong family camp program and thank HOI for funding and support.
Thank you to all of the families who participated, we hope to see you and your children back next summer and
our family camp graduates at week long camp.
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HEMOPHILIA/BLEEDING
DISORDER
CAMP
2017
BY MICHELLE KRANTZ
Luckily the steamy hot weather of early June retreated
just in time for Bleeding Disorder Camp this year. We
were a little worried about melting through our week!
We did have some rain but that did not stop our fun.
We had a fun filled week of camp activities. We had
the usual camp games like gaga ball, capture the
flag, and spiderball. This year our campers got to
“chose their own adventure” by picking from a list of
electives during the week. Some of these included
water aerobics, spa time, and rocket making.
The campers loaded up in buses twice during the week
for a couple of off campus adventures. Our first trip
landed us at Bell’s Farm in Lone Tree Iowa. We were
again treated like royalty with beautiful weather and
delicious food (and desserts of course). Kids swam in
the pond, kayaked, and fished. We also were treated
to some arts and crafts. The campers enjoyed some
shade while making fidget spinners.
Our second outing was to Lost Island Waterpark. It
was a bit overcast but that definitely did not hamper
any fun. We found campers lounging in the wave pool
and lazy river, racing each other down the slides, and
spinning around the toilet bowl (it is a slide, I promise).
I have to again comment on the amazing culture that
our campers have created at Hemophilia/Bleeding
Disorder Camp. I have never met a group of kids
that are so supportive of one another and inclusive.
Their natural instincts to be kind and encourage one
another are such a beautiful thing to witness. I fully
believe this is why we had SO MANY stick awards! We
definitely had to make a special shopping trip to get
all of the awards this year.
We had kids who have been weaning away from their
ports to peripheral infusion that totally rocked selfinfusion during the week. I also received a couple
of messages after camp to let me know how excited
and motivated their kids were to continue poking
themselves at home. Their kids really owned it! We
had numerous kids learning to poke someone else for
the first time; this included the guests and siblings!
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And it would be remiss for me not to mention how
amazing the older kids, who have been doing selfinfusion for several years, were all week. They set a
great example and were such great supports for our
learners. I can only sum up the week as kids inspiring
kids.
Thank you to all of the folks who make camp happen.
Special thanks to all of the donors who help support
us financially. We are so blessed to continue to offer
our camp to so many kids who get so, so much out of
the week, at such a low cost.
Also, we would not be able to get through the week
without so many great volunteers. We had several
volunteers from both the HOI community as well as
industry. Our medical staff was amazing, we really
appreciate the help we receive from our volunteers
who packed themselves up and offered to sleep
on these not so adult friendly beds for the entire
week. Our nurses really made a huge impact on our
campers throughout the week. They supported and
encouraged our self-infusion learners through some
challenging mornings, turning what can be a stressful
and difficult mornings, into causes to celebrate!
And as always, thank you to Flipper and our Camp
Tanager friends who make this experience what it
is. Thank you for sharing your amazing personalities
with our group! And to Kari Atkinson for all of the fund
raising and organizing efforts that you put toward
camp!
I cannot wait until next summer already!

HEMOPHILIA OF IOWA, INC.

BLOODLINE NEWSLETTER • FALL 2017

7

2017 4TH AND 5TH
ANNUAL CLOT TROT!
2017 was a busy year for Hemophilia of Iowa’s
Clot Trot! This year we hosted two different
Clot Trot’s, one held in Des Moines and the
other in Hiawatha, IA. With the combined
walks we had 13 teams and over 177 runners/
walkers helping raise over $30,000! We would
like to acknowledge Goedken7 for having
the largest team with 24 participants at the
Hiawatha Clot Trot! Hawkeye Heroes were the
second largest team with 11 teammates.
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“I thought the Hiawatha clot trot was a huge
success. We had one of the biggest turn outs
yet. It was a flat, fast course through the
residential city streets of Hiawatha, beginning
and ending at Guthridge Park. It was a perfect
environment for families. There were plenty
of heroes walking and running, and lots of
superheroes too! I can’t wait until next year’s
race. --Pete Goedkin, Race Coordinator
A Special thank you to Joni Rezac for
coordinating the Des Moines Clot Trot and
Pete Goedkin for coordinating the Hiawatha
Clot Trot! Hemophilia of Iowa would also like
to thank every individual who participated
in either Clot Trot and hope you are just as
excited as we are for what comes in 2018!

HEMOPHILIA OF IOWA, INC.
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...for the human factor ®
NATIONAL REACH. LOCAL PRESENCE.

My Life, Our Future is a nationwide campaign for
progress in hemophilia. Leaders in our community
have come together to offer genotyping, so that
participants may gain a deeper understanding of
their hemophilia today, while helping to advance
the breakthrough treatments of tomorrow. The
genotyping is also open to potential carriers,
allowing them access to genetic testing
confirming carrier status.
The Iowa Hemophilia and Thrombosis Center is
participating in this study. There is a potential
this study will be closing at the end of December,
2017.
If you are interested in enrolling or would like
more information about the study, please contact
the HTC Research nurse, Tracy Peters, via email @
tracy-peters@uiowa.edu or visit the My Life Our
Future web site: http://www.mylifeourfuture.org/ T:7.5”

With a nationwide network of pharmacies,
Accredo is one of the largest suppliers of clotting
factor in the industry. What’s more, we have been
a part of your local community since 1990, with
experienced community advocates who can offer

assistance with all aspects of therapy. We deliver
what you need, when you need it, wherever you are.
A personal touch from people who know
bleeding disorders.

Maira Guild | 1 603 657-6746

© 2013 Accredo Health Group, Inc. An Express Scripts Company. All Rights Reserved.

S:7.25”

Don’t let insurance or financial challenges
get between you and your treatment
• Free Trial Program*: Talk to your healthcare provider about requesting a free trial of KOVALTRY®, Antihemophilic Factor

*The KOVALTRY® or KOGENATE® FS Free Trial Program is available to newly diagnosed patients and patients who are currently using other therapy. Patients currently using KOVALTRY® and
KOGENATE® FS are not eligible for the Free Trial Program. Participation in the KOVALTRY® or KOGENATE® FS Free Trial Program is limited to 1 time only. The medication provided through this
program is at no cost to patients and is not an obligation to purchase or use KOVALTRY® or KOGENATE® FS in the future. Reselling or billing any third party for the free product is prohibited by law.
†
Patients who have government insurance (Medicaid, Medicare, Tricare, VA/DOD) are not eligible for the Loyalty Program. The program does not guarantee that patients will be successful in
obtaining coverage for products. Support medication provided through Bayer’s assistance programs is at no cost to patients and is not contingent on future KOVALTRY® or KOGENATE® FS
prescriptions. Reselling or billing any third party for free product provided by Bayer’s patient assistance programs is prohibited by law. Bayer reserves the right to determine eligibility, monitor
participation, determine equitable distribution of product, and modify or discontinue the program at any time.
‡
People with private, commercial health insurance may receive KOVALTRY® or KOGENATE® FS co-pay or co-insurance assistance based on eligibility requirements. The program is on a firstcome, first-served basis. Financial support is available for up to 12 months. Eligible patients can re-enroll for additional 12-month courses. The program is not for patients receiving prescription
coverage for product under any federal-, state-, or government-funded insurance programs, or where prohibited by law. All people who meet these criteria are encouraged to apply. Bayer
reserves the right to discontinue the program at any time.

Call 1-800-288-8374

8:00 AM –8:00 PM (ET) Monday–Friday.
Spanish-speaking Case Specialists are also available.

Bayer, the Bayer Cross, KOVALTRY, and KOGENATE are registered trademarks of Bayer.
© 2017 Bayer. All rights reserved. Printed in USA 07/17 PP-775-US-0796
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(Recombinant), or KOGENATE® FS, Antihemophilic Factor (Recombinant), with Vial Adapter
• Loyalty Program†: Redeem points to receive KOVALTRY® or KOGENATE® FS at no cost if you experience gaps or
challenges with insurance coverage
• $0 Co-pay Program‡: You may be able to receive up to $12,000 in assistance per year
• Live Helpline Support: Our experts are waiting to help you with any insurance coverage questions you may have

ALNYLAM REPORTS PATIENT DEATH
IN FITUSIRAN CLINICAL STUDY
Alnylam Pharmaceuticals, Inc. has reported on
the death of a hemophilia A patient who had been
participating in a Phase 2 open label extension study
for the company’s investigational therapy fitusiran
which is being developed for patients with hemophilia
A and B, both with or without inhibitors.
Fitusiran is a subcutaneous therapy (administered
under the skin) that employs small interfering RNA
(siRNA) technology to target antithrombin (AT), a
liver-generated clotting protein that plays a key role
in the regulation of blood clots. siRNA molecules
are segments of RNA (ribonucleic acid) that block or
“silence” the activity of certain genes through RNA
interference, a natural biological process common in
plants and mammals. Fitusiran works by silencing the
gene responsible for AT, which inhibits the protein’s
anticoagulant function. This then compensates for
the imbalance caused by deficiencies in other clotting
proteins, such as factor VIII (hemophilia A) or factor IX
(hemophilia B).

“We are deeply saddened to learn of this patient’s
death, and we extend our sympathies to his family,”
said Akshay Vaishnaw, MD, PhD, Executive Vice
President of R&D at Alnylam. “We believe that
fitusiran holds great promise as a potential treatment
option for patients with hemophilia, and we remain
fully committed to its ongoing development.
Following further investigation of this safety finding,
implementation of a risk mitigation strategy, and
alignment with global regulatory authorities, we
expect to resume fitusiran dosing in our clinical
studies as soon as possible, potentially as early as
late 2017, with a goal of advancing this innovative
investigational medicine to hemophilia patients in
need.”
It is not yet known if this event is directly related to
the patient’s treatment with fitusiran. The National
Hemophilia Foundation will continue to monitor
this case and will provide updates as they become
available.

According to the September 7, 2017 press release,
Alnylam has halted dosing in all ongoing fitusiran Source: Alnylam press release dated September 7,
studies in order to conduct a thorough review of the 2017
case. In the meantime, the company
has provided some background.
While initial findings suggested
that the patient had died from
subarachnoid hemorrhage, further
Family is more than blood
It’s the people that stick by you
analysis of CT scans confirmed that
the triggering event was actually a
ARJ’s expert team of pharmacists and nurses
deliver Iowans personalized home infusion care
cerebral venous sinus thrombosis
every day. Are you being treated like family?
(CVST). A CVST is a blood clot that
We’re helping people just like you
develops in the venous sinuses of
Last year, we secured $625,000 in third-party
the brain, which prevents blood
patient resources and assistance
from draining out. This blood
Our patients highly recommend us to
subsequently leaks into the brain
friends and family
tissues, resulting in a hemorrhage.
People love our Ready Pack® supply kit for
easy self-infusion
Such an event, albeit rare, is very
Our pharmacy is conveniently
serious and can result in a stroke.
located near you.

WE ARE FAMILY

(866) 451-8804
arjinfusion.com/cedar-rapids
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Where Caring is the Ultimate Factor.
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2017
FAMILY
EDUCATION DAY RECAP!
The annual Family Education Day was held on
Saturday September 16th at the Assembly Hall
in Pleasant Hill. Eighty-Five people attended this
event. The day began with a provided breakfast
and time to visit the vendor booths. After
breakfast we split off into two groups with the
children being entertained by magician Lance
Nicoli while the adults listened to an educational
session lead by Jessica Klass from Bioverativ on
the impact of being a sibling of someone with
a bleeding disorder. Next we received our lunch
bags provided by the company In the Bag and we
were off to Adventureland Park in Altoona. While
we had a couple of quick rain down pours, I was
assured by attendees that they still had a great
time at the park. Hope to see everyone at next
year’s family education event.

GETTIN’ IN

THE GAME

At the Family Education Day we also had the
opportunity to recognize the 2017 CSL Behring
Junior National Championship Gettin’ in the
Game nominees 11 year old Katy and 9 year old
Kane Loving! This is Kane’s second year having the
opportunity to attend and is just as excited as the
first! Both nominees are interested in attending
the swimming activities. HOI was recently notified
that we were selected to send a third nominee to
the 2017 Gettin’ in the Game! We would like to also
acknowledge Asher Castenson for the opportunity.
Asher is 9 years old and is attending for golf. Overall
the Family Education Day event was great! If you
missed out on this year’s fun no worries—next year
we will be at Lost Island Waterpark!
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2017 WINE TASTING
& SILENT AUCTION
On September 24th many members and friends of
the HOI community gathered at Fireside Winery to
enjoy some Iowa famous wine and great food. Even
the high heat for September couldn’t
keep this crowd away! The day began
with amazing gourmet appetizers
made by Maria Ormond, secretary of
the HOI Board. Then after tasting the
six most popular wines the guests
were able to connect with others
while making silent bids on many

items donated. HOI wants to thank everyone who
participated in the event, we raised an incredible
amount for the HOI Scholarship Program!

accredited with:

L et HPC’ s P rofessionaL s erviCes B e t He f inaL
P ieCe t o a CHieving t He H igHest Q uaLity o f L ife !
We offer the following services to all members
of the Bleeding Disorder Community:
◆ 24 HOUR PHARMACY SUPPORT

◆ CO-PAY ASSISTANCE

◆ 24 HOUR NURSING SUPPORT

◆ CASE MANAGEMENT

◆ PROFESSIONAL COUNSELING

◆ COMMUNITY SUPPORT

◆ PHARMACY INTERVENTIONS

◆ SOCIAL SERVICES

◆ ANCILLARY DRUG BENEFITS

◆ MEDICATION THERAPY

◆ REAL TIME WEB PORTAL
◆ CLINICAL THERAPY
MANAGEMENT PROGRAM

◆ PATIENT ADVOCACY
◆ IN-HOME SERVICES &
PERSONAL DELIVERY

For more information visit

HPCSpecialtyPharmacy.com or GotHemophilia.com
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STUDY YIELDS

IMPORTANT
FINDINGS ON THE FUNCTIONS
OF VON WILLEBRAND FACTOR
Researchers at the Boston Children’s Program in
Cellular and Molecular Medicine and the Harvard
Medical School recently made important discoveries
relevant to the functioning of von Willebrand factor
(VWF). The study, “Flow-induced Elongation of von
Willebrand Factor Precedes Tension-Dependent
Activation,” was published online, August 23, 2017, in
the journal Nature Communications.
Using fluorescent imaging and microfluidic tools,
Jiang and his colleagues recreated the blood flow
that occurs in humans, particularly the function of
VWF within the bloodstream. Through a series of
valves, cylinders and tubes, investigators were able
to mimic the increase in blood flow that occurs after
an injury.
Experiments showed that as the blood flow grew
more intense, changes in the shape of VWF would
occur. VWF molecules, which are normally rounded
and compact, quickly became rapidly elongated in
response to the increased tension. Scientists also
observed that as VWF elongates it binds with platelets
to ensure that a viable blood clot forms. Notably, VWF
activates locally at the site of an injury and not in
other parts of the body.
“If you can imagine stretching out your arms, and
then opening your hands to capture platelets, that’s
basically what we are seeing VWF do in response to
bleeding,” said researcher Wesley P. Wong, PhD. “It’s
so important that this process occurs only when and
where it is needed—this two-step activation process
makes that possible.”
While these findings could have future implications
for treatment, leading to more novel therapies, they
are also scientifically noteworthy. Researchers are no
doubt excited to uncover such valuable molecular14

level insights on the intricacies of the bloodstream
and the mechanisms of VWF.
“This experiment really represents a new platform
for seeing and measuring what’s happening in the
blood on a molecular level,” said Wong. “Through the
use of novel microfluidic technologies that allow us
to mimic the body’s vasculature in combination with
single-molecule imaging techniques, we are finally
able to capture striking images that uncover the
mystery of nature’s forces at work in our bodies.”
Source: Genetic Engineering & Biotechnology News,
August 23, 2017

Making a difference in Peoples’ lives

• Hemophilia A
• Hemophilia B
• Von Willebrand’s Disease

• Nursing & Pharmacy 24/7

• Other Bleeding Disorders

• Infusion Education & Training
• Reimbursement Specialists
• Direct Communication
with the People You Know
• Same Day Delivery

Craig MacDonald
Regional Territory Manager
760-485-8281
Vanessa Sidwell
Regional Accounts Manager
816-739-9841

Office: 844.237.3561
Fax: 844.237.3562
HEMOPHILIA
2050 E. Algonquin
Road, Suite 606 OF
Schaumburg, IL 60173

IOWA, INC.

YOU

AND THE SURVEY SAYS . . .
CARRIERS,
GET
TESTED!
PAUL CLEMENT
Women have hemophilia too!
Although much progress has been
made over the past two decades
in getting this message out, public
awareness of bleeding disorders
among women is dismal. Even
women who are known carriers
of the gene for hemophilia often
don’t realize that they can have
hemophilia and be at risk of
bleeding. Even carriers confirmed
to have bleeding problems, and
diagnosed
as
“symptomatic
carriers,” have run into roadblocks
in accessing proper care.
WHY ARE SO
UNDIAGNOSED?

MANY

WOMEN

The main reason is that they don’t
suspect they have a bleeding
disorder and don’t seek medical
treatment. In spring 2010, a national
study surveyed 1,243 women from
the general public, aged 18 to 25, to
assess their knowledge, attitudes,
health behaviors, and menstrual
experiences.1 Many questions
were designed to determine
if women knew the difference
between “normal” and “abnormal”
bleeding patterns. The results were
disheartening. Most knew that a

bleeding disorder is a condition in
which bleeding takes a long time to
stop (77%), or blood does not clot
(66%). But the women surveyed
didn’t know much about bleeding
disorders, and only a few could
identify risk factors for a woman
with a bleeding disorder: periods
lasting eight days or longer;
bleeding through a pad or tampon
in an hour or less; feeling a sense of
flooding or gushing. Of the women
surveyed who were identified
as having one or more of these
risk factors, only 20% had sought
medical attention, and only 2% had
been diagnosed with a bleeding
disorder. Contrast this with studies
showing that on average, 13% of
women seeking medical treatment
for menorrhagia (heavy periods)
have von Willebrand disease
(VWD)!2
Bottom line: Most women
don’t seek medical treatment
for menorrhagia, and if they do,
few are correctly diagnosed with
a bleeding disorder. To increase
awareness, National Hemophilia
Foundation (NHF), Hemophilia
Federation of America (HFA), and
other advocacy organizations have
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launched multiple programs for
women with bleeding disorders.
These organizations are now doing
a great job providing resources
for diagnosed women. But it’s
obvious that we must do a better
job, to reach more women in the
general population—to educate
them about the risk factors and
encourage them to seek medical
treatment.
For the full article please go to the
Hemophilia of Iowa website
www.hemophiliaofiowa.org

1. Patricia A. Rhynders et al., “Providing Young
Women with Credible Health Information about
Bleeding Disorders,” American Journal of Preventive
Medicine 47, no. 5 (2014): 674–80. 2. M. Shankar
et al., “Von Willebrand Disease in Women with
Menorrhagia: A Systematic Review,” BJOG 111 (2004):
734–40. 3. A. Dilley et al., “A Survey of Gynecologists
Concerning Menorrhagia: Perceptions of Bleeding
Disorders as a Possible Cause,” Journal of Women’s
Health & Gender-Based Medicine 11 (2002): 39–44.
4. Vanessa R. Byams et al., “Evaluation of Bleeding
Disorders in Women with Menorrhagia: A Survey
of Obstetrician-Gynecologists.” American Journal
of Obstetrics and Gynecology 207, no. 4 (2012):
269.e1–e5. 5. Judith Baker et al., “US Hemophilia
Treatment Center Population Trends 1990–2010:
Patient Diagnoses, Demographics, Health Services
Utilization,” Haemophilia 19 (2013): 21–26. 6. F.
Rodeghiero et al., “Epidemiological Investigation of
the Prevalence of von Willebrand Disease,” Blood 69
(1987): 454. 7. I. Plug et al., “Bleeding in Carriers of
Hemophilia,” Blood 108, no. 1 (2006): 52–56.
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INHIBITOR

INSIGHTS
BEING PART OF THE TEAM
CAZANDRA CAMPOS-MACDONALD
Some of the most enjoyable times in my life were the
months I spent playing softball in a summer league
in Galena Park, Texas. The smell of my worn leather
glove, the dirt from a great slide into home, and the
team that played together with one goal in mind: to
win the trophy at the end of the season. It took each
of us to make our team function. Not just one person,
but all of us together.
When living with an inhibitor, not only do you need a
team to help determine the best treatment possible,
but you also need to become a part of the team. Your
firsthand knowledge of living with an inhibitor 24/7
is paramount in finding the right treatment, because
you are the expert on your own story. When clinicians
and families work as a team to determine the best
approach to care, attention is given to the uniqueness
of the inhibitor, and to understanding the patient and
social
environment. Then, the best comprehensive plan for
treatment can be achieved.
The hemophilia treatment center (HTC) model
provides a comprehensive approach to care that
handles various aspects of a patient’s overall wellbeing. About 70% of people with hemophilia in the
US receive multidisciplinary, comprehensive care in
a network of federally funded HTCs.1 The HTC team
consists of nurses, social workers, physical therapists,
and other healthcare providers who specialize in
treating people with bleeding disorders. This team not
only manages the day-to-day care of an individual,
but works to prevent and reduce complications.
Sometimes inhibitors challenge even the providers’
expertise and threaten the team approach. My
youngest son, Caeleb, has had a tough journey living
with an inhibitor. He endured bleeds that seemed
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never to heal, and the joint damage to his knee and
ankle were significant. Treatment with bypassing
products proved difficult, and he developed an
allergic reaction to infused factor VIII, in addition to
his persistent high-titer inhibitor.
At the same time, our HTC was in a transitional stage
with staff changes. I felt that we needed a meeting to
discuss Caeleb’s treatment. So my husband and I met
with the interim lead hematologist and asked if he
thought we needed help from an HTC in a neighboring
state. The wave of relief that washed over him was
obvious, and we began a new chapter in Caeleb’s
inhibitor journey. We began a new relationship with
the HTC in Colorado. It wasn’t easy at first, because
we were inviting a new member to join our team—to
join our family.
With regular blood draws and often daily infusions,
life with an inhibitor can be demanding. “When
inhibitors occur, the families of the hemophilia
patient are challenged by uncertainty, unanticipated
complications, costs, and difficulties that few people
understand,” says Dr. Stuart Winter, professor and
vice chair of pediatric research, University of New
Mexico Health Sciences Center. Not only was my
family dealing with the enormity of the bleeds and
pain that persisted for Caeleb, but we also had to
plan for regular trips out of state for treatment. At
one point, we were referred to a special allergist in
Colorado; this required us to stay in Denver for a
week, and put a financial and emotional strain on our
family. But the result was worth it.
An inhibitor heightens the stress endured by
many living with hemophilia without this added
complication. Dr. Shirley Abraham, director of the
Ted R. Montoya Hemophilia Treatment Center in
HEMOPHILIA OF IOWA, INC.

Albuquerque, New Mexico, states that “inhibitor
families deal with several unusual and severe bleeds
which require specific management. They deal with
emotional issues such as the anxiety of having the
inhibitor and not knowing what will work for them
and for how long.” My husband and I had to figure out
how to get both of our HTCs to communicate. They
agreed to work together, but in the middle of a crisis,
reminding one HTC to contact
the other wasn’t always easy. We had to advocate for
Caeleb, and this became uncomfortable. The truth is
that when your child is suffering, you do whatever you
can to improve the situation. Sometimes you must be
the squeaky wheel to get what your family needs.
Developing a relationship deeper than simply patient
and provider is common with inhibitor patients. “The
[inhibitor] families are seen and contacted much
more frequently than most with their annual [HTC]
visit,” says Claudia Mackaron, RN, nurse coordinator
for the Ted R. Montoya HTC. “This makes the inhibitor
family more a part of the HTC members’ lives.” When
Caeleb started spending less time in the hospital,
we missed our HTC team. The constant contact we’d
had with our HTC brought the staff into our family life
outside of a crisis.
The comfort level varies between a patient and
HTC team, and this can be challenging. At times, I
disagreed with a clinician. I questioned the care my
son was receiving, and despite my comfort level with
the team, I had to speak up. I realized that, like family,
the team members weren’t easily offended, because
we were all working toward the goal of giving Caeleb
the best treatment. Frequent communication that
is not necessarily for routine checkups often occurs
as both patient and medical team work together to
handle a crisis. A bleed that seems to never resolve,
a product not being as effective as in the past, and
issues regarding insurance and reimbursement
problems are concerns that plague families with
inhibitors.
Keeping an open line of communication with the HTC
team is critical for optimal care and when a patient
is in distress. “Sometimes anxiety and frustration
can become a road block to proper communication,”
says Abraham. “The psychosocial support from
the HTC will be crucial to help. Social workers and
a psychologist or psychiatrist can guide families
through different financial and emotional struggles.”
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Trust can be established when both the HTC and the
patient are actively communicating, and the best
outcomes have a better chance to evolve.
When patients and providers voice their concerns
about treatment, this increases the chance of
obtaining the best results. “Good communication
is paramount to make sure that care is delivered
appropriately,” says Janet Ratte, RNC, specialty nurse
pediatric hematology, Ted R. Montoya HTC. When
in doubt, I always call my HTC. When the HTC asks
personal questions, the patient may feel threatened;
but if a good relationship has been established, new
findings could help change the course of treatment,
often for the patient’s benefit. And when patients
question the HTC, staff are pushed to think outside
the box to find new approaches and ideas. As long
as everyone communicates, the best comprehensive
plan may be achieved.
Living with an inhibitor can be devastating. But
when the patient, family, and HTC team form a strong
unit, moving forward with the patient’s best interests
in mind, this eases some of the difficulties. “Feelings
of sadness and despair impact the social fabric of
the family,” says Winter. To handle the emotional
challenges that inhibitors bring, allowing the HTC
team to become part of the extended family can
bring a huge sense of relief. One doctor finally stood
back, assessed Caeleb’s situation, and told us that
we needed a “roadmap” in place for his care. Once
done, that was the final piece that both of our HTC
teams needed, including my husband and myself. We
could now see the big picture, communicate more
effectively, and implement a team plan of treatment
for a better life.

Cazandra Campos-MacDonald is a motivational speaker,
educator, and patient advocate for families with bleeding
disorders. She writes a blog chronicling the journey of her two
sons with severe hemophilia and inhibitors, and has written
articles and blog posts for various publications. Cazandra’s
older brother, Ronaldo Julian Campos, died of complications
from hemophilia as an infant. Cazandra lives with her family,
Rev. Joe MacDonald, Julian (21), and Caeleb (11), in Rio Rancho,
New Mexico.
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PASSING OF HOI MEMBER

It is with a heavy heart that a long time member of Hemophilia of Iowa passed away
September 19th, 2017. Paul Berkemann was very involved with Hemophilia of Iowa from the
very beginning. He was a family man who enjoyed spending time with his grandchildren.
Hemophilia of Iowa sends their condolences to the family. The obituary is as followed:
Paul Berkemann, 75, of Norwalk, died peacefully Tuesday, September 19, 2017 at Regency
Care Center in Norwalk.
Paul was born March 31, 1942 to Fred and Alvoretta (Hunt) Berkemann. He grew up on a
farm in Perry, IA and graduated from Perry High School in 1960. He then attended Oklahoma
State Tech in Okmulgee, OK where he earned his degree in drafting and architecture. This
is where he met and married D’Anne Williams. They moved to Norwalk, IA in 1962 after
accepting a position with Pittsburg Des Moines Steel, which later was named CBI. He
enjoyed his work drafting water towers and was a very loyal and hard worker. He held this
position for 47 ½ years before retiring.
Paul enjoyed spending time with family, going out to eat, reading, watching NASCAR, classic
and antique cars and driving around in his Buick. In 2010 he moved into Regency Assisted
Living and enjoyed participating in activities, especially trivia and bingo and was President
of the Resident Tenant Council. Paul was also involved with the Iowa Chapter of National
Hemophilia for many years.

Left to cherish his memory are his daughters, Paula Cordes of Des Moines, IA and Susan Rainbolt, of Okmulgee, OK; Grandchildren
include Mavluda Mavlonazarova, Rachel Rainbolt and Beth Rainbolt; Great grandchildren, Steven, Star and Kenny Roy; Brother
David Berkemann, his wife Betty and their two daughters Kenna and Kelly. He will also be missed by extended family, many friends
and special caregiver Brandi.
He was preceded in death by his parents, an infant sister, his former wife, and son-in-law Rick Cordes.
The family would like to thank all the kind and loving caregivers at Regency Assisted Living and Care Center, UnityPoint Hospice and
Ethel with Visiting Nurses.
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Thank you to all of our contributors for their
financial contributions from 1/1/17 thru 10/1/17
$15,000+
ARJ Infusion Services, Inc.
$7,000-$13,000
Baxalta US Inc
Bayer HealthCare
CSL Behring LLC
CVS Health
Pfizer Inc
$3,000-$6,999
Aptevo BioTherapeutics LLC
Bioverativ Therapeutics Inc
Grifols
Hemophilia Federation of America
HPC LLC
Novo Nordisk Inc.
$1,000-$2,999
Accredo Health Inc
Anonymous
Benchmark Inc
Biorx LLC
Briovarx
Dixit, Anshal & Upasna
GenenTech USA
International brotherhood of Elec
Workers
Midland Information resources
NCHS Holding
Octapharma USA, Inc.
Option Care
Staber, Janice Dr
Superior Biologics
$500-$999
Atkinson, Kari & Craig
Bicket, Dan & Judy
Foust Sr, Richard
National Hemophilia Foundation
Peterson, Melissa
Pilcher, Charles
Rodenberg, Brian & Vicki
Sellers, Caleb
$250-$499
Renwick, Mike
Bullock, Tamara & Brian
California Community Foundation
in honor of Craig Atkinson
Castenson, Mark & Julie
Droessler, Kim
Friends of Golf
Hemann, Joshua & Heather
Iowa One Gift
ITA Group
Kasemodel, Brian
Kasemodel, Ron & Beth
Kelley, Shane
Laughlin, Jeff & Kelly
Meyer, Bill & Carol
Nolte, Jill & Nick
Spellerberg, Robert
Van Wyk, Karen
Watkinson, Karla & Bill
White, Matt & Laurie
$100-$249
Alliant Energy
Ardary, Dana & Brian
Badami, Janell

Beary, Bill and Cindy
Brown, Michelle & Robert
Carmona, Rita
Castenson, Rod & Helen
Christensen, Jake
Coates, Vern
Comprehensive Health Education
Services
Dirkx, Richard & Rebecca
Foust, Valerie
Gacke, Kyle
Goedken, Debbie
Goedken, Linda
Goedken, Pete
Jenkins, Starling
Klotzbach Land&Amp, Cattle
Larsen, Ash
Lehamm, Steve
M, Jenaya
Maddy, Paul
Marc, Mike
Melhado, Deborah
Meyer, Chris
Meyer, Michelle
Nolte, Max
Nolte, Nate
Ormond, Maria & Andrew
Patrick, Marie
Peters, Christine
Rezac, Neil & Joni
Rezac, Ruby & Romaine
Rodenberg, Dennis
Rodenberg, Isaac
Rournell, Debbie
Smith, Ryan
Team Tytonz
The Sweet Life Photography
Thompson, Zane & Paula
Transamerica Employees
Utter, Zach
Vanderbeek, Kara
Wahl, Shani
Welsch, Mike
White, Douglas
Williams, Dominque
$50-$99
Anderson, Charles
Atkinson, Dawn & Kevin
Beary, Sara
Bogenreif, Mallory
Brown, Mary
Brunner, Greg
Cifra, Christina
Cox, Evan
Dirkx, Dave & Jill
Doree, Stacy
Dreyer, Stacie & Eugene
Edwards, Diz & Vicki
Ekalino, Amin
Flemming, Brandy Jess, Williams
G7 Team
Gifford, Don
Goedken, Kevin
Green, Kallie
Guthridge, Stan
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Hardenman, Jay
Heggen, John & Rhonda
Hogan, Karla
Jones-Schiebel, Megan
Kasemodel, Ed
King, Danesha
Klopfenstein, Monica
Krzwicki, Stephen
Laughlin, William & Jennifer
McCusker, Sheryl
Mebus, Allan
Meyer, Andy & Abby
Moellenbeck, Micheal & Dawn
Neill, Abby
Oster, Joann
Owens, Jared & Kathryn
Philo, Kimberly
Ridenour, D.G & M.J
Rodenberg, Bill & Bev
Sackuvich, Jim & Lisa
Schuch, Joseph
Shilpa, Balikai
Smitley, Al
Stolley, Tad & Katie
Synder, Jody & Rick
Tharp, Jesse & Katharine
Welch, Lori
White, Kayla
White, Robert
White-Botello Cynthia
$0-$49
Amazon Smiles
Anonymous
Atkinson, Melissa
Bannon, Daphne
Barkauskas-Guild, Maira
Beary, Angela
Beary, Kathryn
Boelman, Connie
Brandenburg, Elgean
Buckmiller, Rebecca
Bullock, Abby
Carnahan, Jaclyn
Carolus, Raul
Charlton, Robert & Linda
Chizek, Wayne
Close, Jonathon
Cooney, Hannah
Creery, Lori
Crosby, Susan
Cross, Linda
Debondt, Jerry & Carol
Fish, Stacy
Folkerts, Nick
Fox, Britt
Francois, Barry
Frank, Tammy
Fuglsang, David & Alice
Gifford, Bobbie
Good, Mark
Grundstad, Morgan
Hager, Charles & Jennifer
Halleran, Patsy
Hamerlinck, Lu Ann & Thomas
Hardin, Chuck

Hartsell, Hannah
Heggen, Scott
Hemo Hawks
Hempstead, Karrie
Hendershott, Terry & Helen
Hilby, Kim
Hilsabeck, Matt
Hix, Kathy
Hundley, Chandra
Hundley, Robin
Hunter, Caleb
Janssen, Shawn
Johnson, Jill
Jones, Rocky and Laura
Kerby, Judy
Klopfenstein, Kenneth and Mary
Knight, Paisley
Kohler, Amanda
Kudrna, Kristine
Lair, Kevin
Larsen, Alec
Leese, Kathy
Lyons, Adam
McCusker, John
McKinney, Kendra
Mebus, Rhonda
Meier, Charlene
Meier, Jessica
Meyer, Wayne
Moeller, Alexandra
Peterman, Erica
Prideaux, Debby
Rairden, Whitney & Adam
Renner,Amy
Rezac, Daniel
Richman, John
Rodenberg, Pat & Roger
Ross, Janet
Sanford Ryan, William
Schares, Amy
Schefers, Brooke
Sirovy, Tyler
Smith, Heidi
Solheim, Cary
Steuhm. Jessica
Superman
Svestka, Marilyn
Taylor, Chuck
Tebbe, Chad
Toll, Chelsea
Vongxay, Lacey
Walters, Peg
Weaver-lsvik, Sheri
Welsh, Mike & Becky
Wessel, Cody
White, Katina & Scott
Widen, Janene
Wilgenbusch, Kathy
Wilgenbusch, Mckenna
Wolfe, Ashley
Woods,Nicole
Workman, Lisa
Wyatt, Lisa
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The medical
information
contained in this
newsletter is
for information
purposes only and
is not to be taken
as medical advice.
If you have any
questions or
concerns, always
check with
your healthcare
provider.

Hemophilia of Iowa
6300 Rockwell DR Suit 104
Cedar Rapids, IA 52402

Candidates Sought for Board of Directors
Although candidates for the Board can contribute through a variety of
ways, we are looking for experience and skills in the following areas:
• Leadership
• Non-profit organizations
• Facilitation skills
• Public relations/marketing
• Legal
If you feel you or someone you know could enhance the leadership on
the Hemophilia of Iowa, Inc. Board of Directors,
please contact the office at:
Hemophilia of Iowa, Inc.
6300 Rockwell Drive NE, Suite 104
Cedar Rapids, IA 52402
Please call 319-721-3964 or email
h.beary@hemophiliaofiowa.org for further information.

