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Board Update
The 2017 Annual Meeting was a time

Chapter. She now plans to spend

for individuals to get together and

her new spare time with her family

kick their feet up while learning more

and discovering what other hobbies

about the Hemophilia Community. It

she may be interested in. Kari will

was wonderful being able to reflect

stay active in the Hemophilia of Iowa

back on what the year has brought

Community by continuing her work as

us and to look into what the next year

the Interim Director until October 2017

has in store. For the last twelve years

and will continue working with the First

Kari Atkinson has been a vital role in

Steps program.

Hemophilia of Iowa, serving as Board
President for ten of those years. She
was a co-founder of the First Steps

to announce Mark Castenson as the

We would like to thank Joni Rezac
and Josh Hemann for all of their hard

Mark and his family live in Cedar

work and dedication that they put

Rapids, Iowa where he works for the

into HOI as they roll off the board. HOI

Cedar Rapids City Assessor’s Office as

would like to welcome the new Board

a GIS/Business Systems Specialists.

Member at Large, Ryan Smith!

He has been actively involved with HOI

Ryan is a member outside of the
community and we are excited to
have him join the board and have his
expertise on the team! Kathy Hix will
return on the board for her second
consecutive
program helping new parents find their
bearings and offering a second family
to them. Kari has left an everlasting
impression on the Hemophilia of Iowa

next Chapter President!

year.

Maria

Ormord

will continue serving as Secretary
and Rita Coxe will also continue to
serve this year as Treasurer. The Vice
President role will remain unfilled until a
later date. Hemophilia of Iowa is proud

since 2011 when he dove into helping
with the golf tournament. He has been
the co-chair of the event ever since
helping the continuous growth and
success. Mark hopes to continue the
momentum that was built under the
leadership of Kari and to continue to
grow the chapter membership. I’m
sure we are all extremely excited to
see what the next year has in store
for us!
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Congratulations!
SCHOLARSHIP RECIPIENTS!
Hemophilia of Iowa is proud to announce seven scholarship
recipients for the 2017-2018 school year! These scholarship
recipients are affiliated with the Hemophilia of Iowa Chapter
and are either directly affected or siblings of those with bleeding
disorders. Those awarded the directly affected scholarship
of $1,000 are: Brooklynn Vaassen, Lucas Ormord, Ty Adams,
and Isaiah Reeves. The individuals who were awarded the
sibling/parent/child scholarship of $500 are: Garrett Hotop,
Jordyn Atkinson, and Trisha Walz. Hemophilia of Iowa is very
proud to help enhance the education of those within the
Hemophilia Community and is excited to continue to watch
as these students succeed. Congratulations again to these
individuals!

Looking for a new, fresh
perspective on living
with hemophilia?
Introducing your all NEW guide
to Living With Hemophilia
Discover the new online destination for learning about hemophiilia,
living a healthy life and even leading in the hemophilia community.
It’s all at the new LivingWithHemophilia.com. Our site has been
totally redesigned to give you more of the information you want
and less of the stuff you don’t want.

See What’s New at

www.LivingWithHemophilia.com
© Bayer. All rights reserved. BAYER, the Bayer Cross and Living With
Hemophilia are registered trademarks of Bayer. 1/17. PP-775-US-0524
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Wine
Tasting

2017

and
SILENT AUCTION

September 24, 2017
2 - 5 pm

Fireside Winery
1755 P Avenue
Marengo, IA

Come join the festivities!
Advance: $20 per ticket
At The Door: $30 per ticket

To purchase tickets Go to:

hemophiliaofiowa.org
For questions, contact Hanna at

319-393-4007
Proceeds from this fundraising event go to benefit the
HOI Scholarship Fund! Please be generous and if you
can’t attend, please still consider purchasing a ticket
as your donation to this worthwhile program.
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Family Education Weekend in a Glimpse
HOI held its Annual Education Weekend at the Cedar Rapids
Marriott on July 14th and 15th. The event started with a very
timely presentation by Hemophilia Federation of America’s
Miriam Goldstein on advocacy, “On Capitol Hill – Advocacy
in Action”.

This was very informative as Ms. Goldstein

gave us a recap of what is happening in Washington DC
in regards to the healthcare legislation. As always, please
contact your representatives and senators and let them
know how much healthcare is important to our community!
After the advocacy presentation, there was an ice cream
social as well as a roundtable for families that are new to our
community.
Saturday started off with an absolutely tremendous session,
“Powering Through”. This session was moderated by Patrick
James Lynch and included three panelists: Kari Atkinson,
Brody Nolte and Chris Bombardier. All three shared how
bleeding disorders affect them every day.

Some of you

Making a difference in Peoples’ lives

may recognize the name of Chris Bombardier as he just
finished climbing Mt Everest in May. He spoke on chasing
your dreams and never giving up.

perseverance and work to play at a very competitive level

• Hemophilia B

in Soccer. Kari spoke on her family story of dealing with an

• Von Willebrand’s Disease

• Nursing & Pharmacy 24/7

inhibitor in their family.

• Other Bleeding Disorders

• Infusion Education & Training

As with past annual meetings, we were presented with

• Reimbursement Specialists

many great options of sessions to attend.

• Direct Communication
with the People You Know

session had 3 great options, Hemophilia from a Women’s

• 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
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Brody spoke on his

• Hemophilia A

2050 E. Algonquin Road, Suite 606
Schaumburg, IL 60173

The morning

Perspective, Share your Story: Advocating in the BD
Community, and A Prisoner of Hope. Having these great
options to choose from allows the attendees to find the
session of most interest to them.
During lunch, we recognized our industry sponsors and
gave a recap of the past year’s activities that Hemophilia
of Iowa provided.

We also recognized three outgoing

board members: Joni Rezac, Josh Hemann, and outgoing

HEMOPHILIA OF IOWA, INC.

Annual Education Weekend in a Glimpse
President, Kari Atkinson.

Joni served on the board for 3

years, Josh served for 6 years, and Kari served for 12 years,
with 10 years serving as President. HOI thanks you for your
service to Hemophilia of Iowa! Elections were also held and
Ryan Smith was welcomed as a new board member. He
will bring a very fresh perspective as he is someone who is
outside our community.

In the afternoon, three more great options were considered
to attend; Anti-bullying for Parents, Can I get a Witness: Legal
Rights for Bleeding Disorders, and Hit the Jackpot with vWD.
All three were great and very informative. To conclude our
annual meeting, Dr. Sharathkumar and Marie Shinkle from
the HTC gave a presentation on ‘What’s new in the Pipeline’
in regards to products and therapy. This was informative
and exciting to see all the research that is being performed
currently.
Next year’s annual meeting is being planned and once
announced, please make sure to mark your calendars for
the great education and opportunities to connect and learn
from our fellow community members.
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2017 Golf Tournament Glance Back
Another year, another successful HOI Golf Tournament! This

give attendees the opportunity to donate if they so choose.

year’s HOI Golf Tournament, held in the Amana colonies golf

The support for the camper drive and Hemophilia of Iowa

course, on June 12th. The tournament started the steamy

altogether is overwhelming each year.

day with 70 golfers and many wonderful volunteers. Despite

to those who attended and were willing to donate to the

the heat we had a wonderful day for golfing. One of our

chapter.

goals each year is to get through a rain free tournament,
another victory this year. The HOI Golf Tournament had been
held in Amana on other occasions, but this was the first in
four years and also the first time since the clubhouse had
burned down three years ago. The clubhouse was rebuilt,
smaller than the previous clubhouse, but new management
also added a banquet hall near the pond. The new facilities
were excellent and worked great for our group.
Golfers enjoyed 18 holes on an excellent course, the
opportunity to learn bleeding disorder facts at each tee box,
an excellent lunch and dinner. As we have done in the past
we held our annual camper drive, one of my favorite parts of
the tournament. At this point we show the previous year’s
camp video and discuss the importance of camp. We then

6

Thank you again

A successful tournament is not possible without the help of
many volunteers. Unseen to many are the contributions of
all of the volunteers in the background. As a committee we
wish to thank all those involved for their help and hope they
will consider assisting in the future.
Once again this year, as we have for many years, HOI
acknowledges a former member Dude Cremer.

Dude

spent over 20 years serving Hemophilia of Iowa in various
roles, we are very lucky to continue to see his family honor
his memory by attending the tournament.
If you have an interest in being involved with the HOI golf
committee we are always looking for additional support and
ways to make this tournament better each year.

HEMOPHILIA OF IOWA, INC.

2017 Golf Tournament Photos
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Iowa Hemostasis and Thrombosis Center
FACTOR UPDATE: INSURANCE REQUIREMENTS
Medical payors (i.e. insurance companies and government

•

agencies) are beginning to require more information in order

require factor often.

to cover the cost of clotting factor. If your payor is Medicare
or Medicaid, this applies to you right now. If you have private
insurance these changes will likely affect you in the near future.
Our recommendation is to follow these requirements now.
Requirements include:
•

Documentation of any on-demand/as-needed doses

prior to your refill.
•

If you receive both prophylactic and on demand

dosing, it is important to differentiate this in your log.
•

Ordering every month if you use factor every month.

Suggestions for Ordering
•

For patients who treat prophylactically, a good rule of

thumb would be to reorder when you or your child are down
to one week’s supply to ensure on-time delivery.

Check your expiration dates. Especially if you don’t

Insurance Changes
•

If your coverage changes, alert your pharmacy and

your Hemophilia Treatment Center right away. This includes
changes to your medical as well as your pharmacy insurance.
•

Each year send a copy of your new insurance card

to your Hemophilia Treatment Center and pharmacy
•

Changes of insurance can affect coverage of your

clotting factor and the specialty pharmacy you may use.
There could be a delay in refilling your factor if the Hemophilia
Treatment Center/pharmacy is not alerted in time.
•

Your factor may be covered under your medical

insurance and/or pharmacy insurance depending on your
plan.
Logging Doses

•

Order one month supply at a time.

•

It is important to keep on hand your on-demand/

log from you, we strongly recommend using an electronic

as-needed doses in addition to your prophylactic doses. This

logging application that can automatically share your treatment

ensures you will have factor to treat an emergency bleed.

information with the Hemophilia Treatment Center.

•

•

For on-demand doses, you and your medical team

will work together to determine the minimum number of as
needed doses that you or your child need to have on hand
at all times based on past treatment needs. You will then only
be able to replace the doses you have used each much in
order to maintain your personal minimum stock. Patients will

•

While your pharmacy should accept any sort of

Other logging options include documenting factor

usage on a calendar, using a spreadsheet, or using a note pad.
•

It is important to log ALL your doses.

•

If factor needs to be discarded because the factor is

expired, this also needs to be documented.

only be able to order the amount that they can demonstrate

•

they are actually using. For example, if it is documented that

product and contact your pharmacy.

you treated with two on-demand doses during the previous

•

month, then only two doses may be filled when you call to

logging applications that the UIHC Hemophilia Treatment

order your month’s supply.

Center has tested. This is a partial list. If you have a smartphone,

•

we encourage you to search the app store where you get

For on-demand/as-needed doses, the best policy is

to call and reorder as you use these doses or at least once a

If you have a defective product, save the defective

Below is a table comparing the features of electronic

your phone software for a more complete list of options.

month if using multiple per month.
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HTC
Telephone Tree
SUBMITTED BY KARLA WATKINSON, RN
The dreaded telephone tree….everyone either loves or hates
it! Unfortunately, that is the reality in today’s world regardless
of who you are calling. Since Michelle Krantz, RN BAN and
Karla Watkinson, RN are often away from their desk, we have
added additional options for you to be able to speak with
someone directly. Hopefully, our updated tree will make life
easier instead of more difficult.
When you place a call to:					
1-800-272-3547 or 1-319-356-4277

•

You will have the following options

3)-Currently we do not have a social worker and these calls

Select Pediatrics (press 1) or Adults (press 2), you will then be
directed to:
For scheduling: Press 1
•

Pediatrics will be directed to the Pediatric Scheduler

•

Adults will be directed to Marsha Jensen, Hemophilia

For social services or insurance questions (press

forwarded to the Hemophilia and Bleeding Disorder nurse
voice mail.
•

For inquiries related to our research program Press 4

Please allow time to adjust to this new system. We encourage
you to provide us feedback, both positive and negative in
nature. Thank you.

secretary
For prescription refills: Press 2
•

You will be directed to have your pharmacy fax a

refill request to our fax number (319-356-4261)
•

If you need to leave a message for the nurse (press

1) You will be transferred to either the Pediatric Hem/Onc or
the Clinical Cancer Center nurse lines
•

If you get medication from the UIHC pharmacies,

you will be transferred to the designated voice mail.
To speak to a member of your healthcare team: Press 3
•

If you are currently having a bleed or need urgent

care (press 1): Pediatrics will be directed to the Pediatric Hem/

...for the human factor ®
NATIONAL REACH. LOCAL PRESENCE.
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.

Onc nurse line and Adults to the Clinical Cancer Center nurse
line. They will page the hemophilia nurses (Michelle or Karla) or
the on-call hematologist if the nurses are not available.
•

For the Hemophilia & Bleeding Disorder nurse (press

Maira Guild | 1 603 657-6746

2): If we are not available, you can leave us a message or
hang up and call either the Pediatric Hem/Onc Nurse Triage
at 319-356-8223 or the Clinical Cancer Center Nurse Triage
at 319-356-4200

BLOODLINE NEWSLETTER • SUMMER 2017
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Iowa Hemostasis and Thrombosis Center
SUBMITTED BY KARLA WATKINSON, RN
The IHTC continues to grow in the number of people served

to help make their therapy fit into the life so that they can

with approximately 550 active patients. The split is about 50-

continue to do the things they love.

50 between pediatrics and adults. We also have continued

In her free time Marie enjoys reading, riding her motorcycle

to increase our numbers of comprehensive clinics each
year.

(with helmet), Hawkeye football games, jiu-jitsu, and has one
very lovable dog.

In order to continue our goal to serve our patient population,
and maintain a standard of excellence, we have added
additional team members to our staff.

A familiar face has returned to our team! In May, Tami Bullock,
RN, BSN returned to the IHTC in a newly created position,
as a Hemophilia Community Nurse. She will be helping

Some of you may have already met our dedicated

review education in the home so those who need additional

hematology/hemophilia pharmacist, Marie Shinkle, Pharm.D.,

support will have a better understanding of treatment and

during clinic visits or at the recent HOI annual meeting.

management of their bleeding disorder. Other duties include

Marie has several years of experience working with both

in-services to schools, childcare facilities, and local healthcare

bleeding and clotting disorders as well as other benign

providers who assist in the care of our patients. Tami’s role

hematology and oncology conditions. She will be helping

continues to expand and evolve based on the needs of our

manage our treatment products and help our patients

patient population. Please see Tami’s bio below.

maintain an adequate home supply.

Tami Bullock RN, BSN is returning to the Iowa Hemophilia and

In addition, she will

help everyone understand the current mandated insurance
rules and required documentation needed for insurance
reimbursement and coverage of product.

a part of the multidisciplinary team at the treatment center
for 12 years, before relocating and working for a Specialty

She graduated with her

Pharmacy. Prior to originally joining the HTC team at UIHC

pharmacy

she worked in home health care in various towns in Iowa

degree

from
and

caring for a wide range of

continued her education

patients. This is where she

through

a

first began caring for people

specialty

residency

University

of

Iowa

pediatric
in

with hemophilia in the home

Denver Colorado. After her

setting.

residency she has worked

Tami has a lengthy history in

with hematology/oncology
patients in Chicago and
then worked with both adult
and pediatric hematology/
oncology

patients

in

Tennessee before returning
to Iowa in 2015. She has
certifications in ambulatory
care, pediatrics, and oncology. She enjoys working with
patients from the young to the old and working with patients

12

Thrombosis Center after a 4 year absence. Tami had been

the Hemophilia Community
both locally and nationally.
She

has

presented

at

National, State and Regional
meetings regarding a variety
of hemophilia topics. She is
involved with the Hemophilia
of Iowa chapter and First
Steps groups.

HEMOPHILIA OF IOWA, INC.

Iowa Hemostasis and Thrombosis Center
SUBMITTED BY KARLA WATKINSON, RN
In her free time Tami enjoys raising chickens on her farm,

“Greg” Sutamtewagul begin seeing adult bleeding disorder

Hawkeye Football and family activities with her 2 daughters,

patients. He is originally from Thailand and graduated from

son-in-law, grand-daughter and husband.

Chulalongkorn Univ, Fac of Med, Bangkok, Thailand in 2008.

Several of you have met or talked to Rachel Funk, our social
worker in the Medication Assistance Center who helps us
tremendously on helping with co-pay assistance programs
and other medication assistance programs. She due any
day with her second baby! In preparation for maternity leave,
Rachel has been working and training Kelly Carr to assist all
of us while she is off. We wish her the best of luck!
Georgi Wachendorf is another member of our hemophilia
team that we rely on. She is a pharmacy technician and
works in the pharmacy billing office. Georgi is specialized
in investigating the benefits of your insurance to determine
what specialty pharmacy can be used to fill your treatment

He completed his fellowship specializing in HematologyOncology at the University
of

Iowa

attending

our

outreach and out-patient
clinics
bleeding
other

and

caring

for

disorders

and

hematology

and

oncology conditions.

His

clinics will be on Tuesdays
and Fridays; set hemophilia
clinics

have

not

been

determined.

products and what your co-pays and deductibles are.
Beginning in August 2017, in addition to Dr. Steven Lentz, Dr.
Donald Macfarlane, Dr. Usha Perepu, we will have Dr. Grerk

INTRODUCING
IDELVION

NOW AVAILABLE

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.
IDELVION® is a registered trademark of CSL Behring Recombinant Facility AG.
Biotherapies for Life® is a registered trademark of CSL Behring LLC.
©2016 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com www.IDELVION.com IDL16-03-0070 3/2016

IDELVION Now Approved Chapter Ad_8.5x5.indd 2
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Coagulation Factor IX (Recombinant), Albumin Fusion Protein
3/18/16 11:51 AM
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ARE YOU:
Interested in a FREE trip to Phoenix, AZ November 3-5, 2017 to
participate in golf, baseball, or swimming clinics hosted by
professional athletes? This could be the perfect chance for you! All
you have to do is be between 7-18 years of age and a member of
Hemophilia of Iowa with a bleeding disorder to enter the contest!
To apply:
Write a one page single spaced essay telling us YOUR story! Share
how living with a blood disorder impacts your everyday life. Why do
you want to learn more about Golf, Baseball or Swimming? Explain
what lessons you've learned through your experiences. What
challenges have you overcome? Tell us about YOU!
Requirements:
We ask that essay winner and families attend Family Education Day
on September 16th
Although we encourage everyone to apply, first priority will go to
inidividuals who have yet had the chance to attend

Apply online at www.hemophiliaofiowa.org or
call 319-393-4007 for more information

14

HEMOPHILIA OF IOWA, INC.

PROJECT

CALLS

Creating Alternatives to Limiting and Lacking Services

YOU ARE NOT
JUST A NUMBER;
you are part of a community

THAT CARES!

If you have been experiencing issues with your insurance
company, we want to hear your story!
Project CALLS is designed with a personal touch in mind. As a participant you will speak privately
with a trained member of the HFA staff about your insurance issues. Depending on your preference,
you may call the number below, send an email, or complete the form to be contacted.
Through your participation in Project CALLS, HFA will collect stories from the bleeding disorders
community across the country, collate the data, identify trends, and use the information to build
cases for change.

If you or a member of your family have been:
• Denied services or have received an exception,
• Forced by an insurance company to “fail” on a product before being allowed to use the product of
your choice,
• Mandated to a pharmacy that is not meeting your needs, and/or
• Forced to go through a lengthy pre-/prior-authorization process,

Project CALLS is for you!
To contact us about your insurance issue, please call (202) 836-2530,
email projectCALLS@hemophiliafed.org, or visit www.ProjectCALLS.org
Fall 2016 | Dateline Federation
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A Million Dollar Patient in Perspective
I read with interest the USA Today article from May 31st

to avoid these high-cost scenarios “sinking a health plan.”

detailing the hemophilia patient in Iowa who is generating

At the same time, it is necessary to consider options such

one million dollars a month in costs. I think it is very important

as reinsurance programs to help plans that are negatively

to point out that while this may happen in extreme cases

impacted by these high-cost outlier patients stay in the

of inhibitors, the incidence of these types of costs in the

market place.

bleeding disorder community is extremely rare. This patient
is a significant outlier and far outside the norm. Patients
without inhibitors generally average $150-$170 thousand a
year for blood factor replacement products. Patients with
inhibitors go even higher, with costs often ranging from
$700 thousand to $1 million a year. Since advancement
in factor replacement therapies, bleeding disorder patients
are now able to live near “normal” lives, without the terrible
complications associated with this disease. From a societal
perspective, the investment in these therapies has been
overwhelmingly positive. I would caution readers of the article
not to translate the very significant costs for this one patient
to a negative perspective on the entire bleeding disorder
community.
However, this patient does highlight several important
points in the current debate over healthcare insurance
coverage. While the drug costs are extremely high, there
are certainly other types of diseases that also incorporate
expensive specialty drug therapy and that number is rapidly

In addition, a concept being reconsidered is the use of statebased, high-risk insurance pools. The intent of a high-risk
pool is to separate the high-cost patients from the more
healthy people who don’t cost much to insure. By removing
the higher cost patients, premiums for the healthier patients
could be lowered and more people encouraged to enroll in
health plans. The high-risk patients would be encouraged
to buy health insurance through the high-risk insurance
pools that would be subsidized by states and the federal
government.

While that sounds reasonable, the problem

has been that subsidies to support the costs of these pools
have been insufficient to make this option affordable for the
people they intend to cover.
High cost drug therapy is an issue that is not going away and
is only going to grow in significance. We need a coherent,
cost-effective strategy that meets the needs of all healthcare
stakeholders.
James A Jorgenson, RPh, MS, FASHP

increasing. Specialty pharmaceuticals currently comprise

CEO, Visante Inc. & Visante Ltd.

approximately 35% of the total US prescription drug spend

if

and are growing at 17% per year. Estimates are that by 2020

article link: https://www.usatoday.com/story/news/nation-

specialty pharmaceuticals will consume at least 50% of the

now/2017/06/01/iowa-teens-1-million-per-month-illness-no-

total US prescription drug spend. It is imperative that there

longer-secret/360919001/
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are strategies in place to reimburse for current and
emerging treatments, ensuring patient access.
One of the major issues facing the US healthcare
system is how to spread the risk of high-cost
patients across a larger pool of patients to
lessen the impact of these catastrophic types
of conditions, and the continued development
of more advanced, expensive therapies to treat
them. We absolutely need to get more healthy,
younger patients into the insurance pools in order
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9th
ANNUAL
SATURDAY, SEPTEMBER 16

ASSEMBLY HALL
SHINING STARS DAYCARE
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REGISTRAT
IN
L
DEAD E
5th
September,RK
POSTMA

1250 NE 56TH ST • PLEASANT HILL, IA 50327
AGENDA:
9:00-10:00 AM REGISTRATION INCLUDING VENDOR TIME &
CONTINENTAL BREAKFAST
Come & meet with our industry partners and hear about the latest
services and programs available through their companies.
10:00-11:00 AM EDUCATIONAL PROGRAM - “SPOTLIGHT ON
UNAFFECTED SIBLINGS” :
Ever wonder how hemophilia or other bleeding disorders may
impact unaffected brothers and sisters? Raising multiple kids can
have plenty of ups and downs, especially if one child has a chronic
condition like hemophilia or another bleeding disorder. Sometimes
balancing the needs of the child without the bleeding disorder can
be a challenge. This workshop empowers patients and caregivers
with new tools to ensure that each child’s needs are met.
10:00-11:00 AM CHILDREN’S PROGRAM
“MAGIC IS THE KEY TO LAUGHTER”!
We have a special guest attending to share the world of magic
with the children.
11:15 A.M. BOX LUNCH & TICKET DISTRIBUTION FOR
ADVENTURELAND!! FAMILIES WILL THEN TRAVEL TO
ADVENTURELAND AMUSEMENT PARK.
Complimentary park tickets with the price of registration will only
be provided for the families that have a bleeding disorder in their
family (parents of grown children that have bleeding disorders are
included). Specific examples will be noted on the registration form
and on the HOI website 2017 Family Education Day page. Park
closes @ 7:00 pm

REGISTRATION FEE

(must be 2017 member of HOI)

$10 – per person
Relatives & Friends - $30 per person
($50 Value)
Registration fees are Non-Refundable/
Non-Transferable
ADVENTURELAND PARK
305 34TH AVE NW
ALTOONA, IA 50009

Register forPLEASE
this
event online at www.hemophiliaoﬁowa.org
NOTE: Attendees not checked in by 10:30 a.m. will forfeit their Adventureland Park tickets.
To enter the park, it will be families’ responsibility to pay for their own tickets at the Adventureland Amusement Park ticket window price.
If you don’t have internet access, please contact Hanna Beary at: 319-393-4007 for assistance with online registration. Paper registration forms are not available.

Please do not let the membership or registration fee prevent you from attending this event. Contact Hanna Beary at 319-393-4007 for conﬁdential
ﬁnancial assistance. If you have questions regarding this event please contact Kari Atkinson at 319-721-3964 or hoi_president@yahoo.com.
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Welcome Aboard!
HANNA BEARY
In June Hemophilia of Iowa was

shows

happy to welcome Hanna Beary to

and Kevin Hart. She also planned

the team! Hanna will serve as the

fundraising events for the student

Fundraising Specialist focusing on

organization, Dance Marathon. She

grant writing and event planning.

ran the Bank of America Chicago

She is a recent graduate from

Marathon

the University of Iowa where she

$6,000 for Dance Marathon and

was involved in Dance Marathon,

kiddos with pediatric cancer. On

Campus Activities Board, and the

her spare time Hanna enjoys the

sorority Alpha Xi Delta. Hanna kept

outdoors and is an avid hunter. She

busy planning events that ranged

is very excited about joining the

in size from an audience of 50 to

Hemophilia of Iowa family and can’t

as large as 9,000 individuals. She

wait to watch HOI grow!

hosting

twice,

Amy

Schumer

raising

over

assisted in planning two sell-out
Carver Hawkeye Arena comedy

Presented by

Registration opens July 7th at
comphealthed.com/ifc
Make plans now to attend our 8th annual Inhibitor Family Camp, a four-day experience
designed exclusively for those in the bleeding disorder community who are living with
inhibitors. From arrival to departure we’ll fill your days with fun, adventure, and education
- all in a sharing, supportive atmosphere.

Located at

Our campers can look forward to meeting other families, enjoying outdoor
activities, “Stage Night,” educational classes (including an optional self-infusion
class), and other fun family activities. But mostly they return home happy to
have made life-long friends!
Space is limited and available slots will be alloted on a first-come, firstserved basis, so please register early. We’ll see you at camp!
How does CHES fund programming?
CHES competes rigorously for grants provided by manufacturers to support educational
programming. We are an independent chronic disorder education company,
unaffiliated with any one entity that provides products to the
communities we serve.
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Supported by an
educational grant from

2017 Inhibitor Family Camp

Friday, Oct. 6th thru Monday, the 9th, 2017
The Painted Turtle - Lake Hughes, CA

HEMOPHILIA OF IOWA, INC.

Thank you to all of our contributors for their
financial contributions from 1/1/17 thru 7/15/17
$15,000 +
ARJ Infusion Services, Inc.
$7,000-10,000
Bayer HealthCare
CSL Behring LLC
CVS Specialty
Shire
$2,000-5,000
Aptevo BioTherapeutics LLC
Grifols
HPC LLC
Novo Nordisk Inc.
Octapharma USA, Inc.
Option Care
$1,000-1,999
Accredo
Anonymous #1
Briovarx
Diplomat Specialty Pharmacy
GenenTech USA
Hemophilia Federation of America
Hemophilia Foundation of Oregon
International brotherhood of Elec
Workers
NCHS Holding
Pfizer Inc
Superior Biologics
$500-$999
Bicket, Dan & Judy
Dixit, Anshal & Upasna
Foust Sr, Richard
Midland Information resources
Pilcher Charles
Rodenberg, Brian & Vicki
The Benevity Community Impact
Fund
$250-$499
Atkinson, Kari & Craig
California Community Foundation
Droessler, Kim
Hemann, Joshua & Heather
Iowa One Gift
ITA Group
Kasemodel, Brian
Kasemodel, Ron & Beth
Laughlin, Jeff
Nolte, Jill & Nick
Renwick, Mike
Sellers, Caleb

Shane Kelley
Spellerberg, Robert
Watkinson, Karla & Bill
White, Matt & Laurie
$100-$249
Ardary, Dana & Brian
Badami, Janell
Bullock, Tamara & Brian
Carmona, Rita
Castenson, Mark & Julie
Castenson, Rod & Helen
Christensen, Jake
Coates, Vern
Dirkx, Richard & Rebecca
Doree, Stacy
fifty fify game
Jenkins, Starling
Larsen, Ash
Lehamm, Steve
Marc, Mike
Melhado, Deborah
Nolte, Max
Nolte, Nate
Patrick, Marie
Peters, Christine
Rezac, Neil & Joni
Rezac, Ruby & Romaine
Rodenberg, Dennis
Rodenberg, Isaac
Roll Dice Game
Rournell, Debbie
Smith, Ryan
Team Tytonz
The Sweet Life Photography
Transamerica Employees
Utter, Zach
Wahl, Shani
Welsch, Mike
$50-$99
Anderson, Charles
Bogenreif, Mallory
Brunner, Greg
Cox, Evan
D.G & M.J Ridenour
Dirkx, Dave & Jill
Edwards, Diz & Vicki
Ekalino, Amin
Gifford, Don
Green, Kallie
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Guthridge, Stan
Hardenman, Jay
Heggen, John & Rhonda
Jess, William & Flemming
Kasemodel, Ed
Klopfenstein, Monica
Krzwicki, Stephen
Laughlin, Kelly
Laughlin, William & Jennifer
Moellenbeck, Micheal & Dawn
Neill, Abby
Oster, Joann
Owens, Jared & Kathryn
Philo, Kimberly
Sackuvich, Jim & Lisa
Smitley, Al
Wells Fargo Comm. Support
Campaign
White, Kayla
White, Robert
$1-$49
Anonymous #2
Backen, Brent
Bannon, Daphne
Buckmiller, Rebecca
Bullock, Abby
Charlton, Robert & Linda
Close, Jonathon
Cooney, Hannah
Cross, Linda
Debondt, Jerry & Carol
Folkerts, Nick

Fuglsang, David & Alice
Gifford, Bobbie
Good, Mark
Hager, Charles & Jennifer
Hamerlinck, Lu Ann & Thomas
Hartsell, Hannah
Heggen, Scott
Hemo Hawks
Hendershott, Terry & Helen
Hundley, Chandra
Hundley, Robin
Hunter, Caleb
Johnson, Jill
Jones, Rocky and Laura
Kerby, Judy
Klopfenstein, Kenneth or Mary
Kohler, Amanda
Lair, Kevin
larsen, Alec
Rairden, Whitney & Adam
Rezac, Daniel
Richman, John
Rodenberg, Bill & Bev
Ross, Janet
Sanford Ryan, William
Sirovy, Tyler
Taylor, Chuck
Vongxay, Lacey
Weaver-lsvik, Sheri
Welch, Laurie
Wessel, Cody
Wyatt, Lisa

WE ARE FAMILY
Family is more than blood
It’s the people that stick by you
ARJ’s expert team of pharmacists and nurses
deliver Iowans personalized home infusion care
every day. Are you being treated like family?

We’re helping people just like you
Last year, we secured $625,000 in third-party
patient resources and assistance
Our patients highly recommend us to
friends and family
People love our Ready Pack® supply kit for
easy self-infusion
Our pharmacy is conveniently
located near you.

(866) 451-8804
arjinfusion.com/cedar-rapids

Where Caring is the Ultimate Factor.
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Mailed by:
Hemophilia of Iowa, Inc.
6300 Rockwell Dr. NE
Suite 104
Cedar Rapids, IA 52402

Check the Hemophilia of Iowa website to
stay up-to-date on information and events.
If you are on Facebook, please LIKE the
Hemophilia of Iowa page.

www.hemophiliaofiowa.org

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.

And finally . . .
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.
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