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19th Annual MHA 

GOLF TOURNAMENT
September 15, 2017
Check in at 7:00am • Tee Time at 8:00am

@ DRUMM FARM GOLF CLUB
15400 E. 34th Street S, Independence, MO

Download registration form at:  
www.midwesthemophilia.org/applications-and-registrations/

 

SPONSORSHIPS
Corporate Sponsor ..................$250
Team Sponsor ..........................$600
Breakfast Sponsor ................$1,000
Beverage Station Sponsor ....$1,000
Foursome Photo Sponsor .....$1,500
Team/Hole Sponsor ..............$1,600
Golf Cart Sponsor .................$2,000
Lunch Sponsor .....................$2,000
Beverage Cart Sponsor .........$2,000
Title Sponsor ..................... $10,000

News and Notes
Kansas City Hemophilia Walk, October 14, 2017 – With a few steps you too can help 

Quite simply, we need you to form a team or at a minimum … make a donation.  You 
are in a unique position … you either have a bleeding disorder, have a family member with 
a bleeding disorder or know someone with a bleeding disorder.  Take a minute and think of 
how your donation can help.  Don’t think of it as giving money, think of it as INVESTING 
in the bleeding disorder community.  We promise it won’t hurt. 

We can’t just rely on industry funds to support our cause and mission.  This is the only 
Hemophilia Walk where your support is guaranteed to stay within MHA’s service area.  Be 
it an educational program, advocacy issues or supporting a child at summer camp, your 
dollars will go directly to support MHA and its mission.

We have a new registration portal that makes it easy-peasy to register.  Simply, click on 
the following link: https://hemophiliawalk.donordrive.com/event/mhawalkkc

If you are unable to set up a team, we would love for you to make a donation.  Thanks 
in advance for your support of MHA and the Hemophilia Walk on October 14, 2017.

Advocacy – A time to be heard
No matter your politics, the healthcare act can and will have a significant impact on 

your quality of life.  Even though the final version did not pass it is still vitally important 
that you contact your legislators and let them know that when the healthcare act comes up 
again they must:

• Maintain the elimination of lifetime and annual limits on essential health benefits.
• Maintain federal requirements for essential health benefits to ensure patient 

protections are meaningful.
• Maintain Medicaid expansion, including the categorical eligibility for the childless 

men and women and the enhanced federal funding for the expansion population.
Please call or email your Representative or Senator today! Use the following link to 

find your Representative or Senator:  https://www.govtrack.us/congress/members

Summer Camp – A good time was had by all
We were truly blessed this year with the weather being so nice the whole week of 

camp.  70 campers participated, along with 50 or so counselors and volunteers this year.  
Campers did the traditional camp activities such as boating, swimming, crafts, etc.  They 
also learned more about bleeding disorders and several self-infused for the first time.  It is 
so awesome to see the look on their faces when that happens.  

I would like to give a big shout out and thank you to Luke Saulsberry, this year’s camp 
director.  He and his committee put in thousands of hours to make sure camp was a safe, yet 
fun environment of all the kids.  

We are fortunate to utilize a variety of funding sources for camp.  The camp fee for 
each child is a modest $50.  The actual cost for each child this year (and most years) is 
around $645.  Whether you had a child attend camp this year or not, please think seriously 
about donating to the Kansas City Hemophilia Walk.  

Cover aerial photo by 
John Kowalski
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September 15, 2017 
19th Annual MHA 
Golf Tournament 
Drumm Farm Golf Club 
Independence, MO 

September 16-17, 2017 
24th Annual MHA 
Family Fun Fair 
Hilton Garden Inn 
Kansas City, MO

October 14, 2017 
Kansas City Hemophilia Walk 
Shawnee Mission Park 
Lenexa, KS

December 2, 2017 
23rd Annual MHA Banquet 
Diamond Club 
Kauffman Stadium 
Kansas City, MO

2017 MHA 
CALENDAR

President’s Message
In this issue, I would like to talk 

about fundraising and growing our Board 
of Directors.  First, let’s look specifically 
at fundraising for the Hemophilia Walk 
in Kansas City on October 14, 2017.  
Any time you mention “fundraising” to 
somebody they automatically cringe.  
Asking for “money” seems to have a 
negative connotation.  When in actuality, 
fundraising is a way for people to 
INVEST in the recipient organization.  
In my case, it’s the Midwest Hemophilia 
Association’s Hemophilia Walk.  By 
forming my own team for the Walk, I 
have empowered myself to give back 
monetarily to the organization that 
supports families and individuals with 
bleeding disorders.  But I am doing it in 
a way that involves other people.  You 
should too.  Start a team of your own.  
Get other people involved in your team.  
Many small donations can certainly 
add up to a nice tidy sum.  And more 
importantly, proceeds from the Walk go 
towards supporting MHA’s educational 
programming and summer camp.  Did 
you know it costs over $600 to fund 
a child for camp?  If my team raises 

that amount, (and it will) I will have 
the satisfaction of knowing I ensured 
a child with a bleeding disorder can 
go to summer camp.  That makes me 
feel good.  I guarantee it will make you 
feel the same.  So, take a little time and 
think about how you can INVEST in the 
Hemophilia Walk.  I know I have.  After 
you’ve thought it over and decided to 
form a team, just go to the following web 
site and register: www.hemophilia.org/
donordrive/mhawalkkc.com.   

Another topic of importance I want 
to touch on is growing our Board of 
Directors.  We have an outstanding group 
of individuals who donate enormous 
amounts of their personal time to 
conduct business for MHA.  Overseeing 
MHA’s mission requires dedication and 
commitment.  Why am I  telling you 
this?  Well, it’s because we want to grow 
our board and need more outstanding 
individuals to come forward and express 
their interest in becoming a board 
member.  Quite frankly, involvement in 
the Board is rewarding and it’s a great 
way to give back to the bleeding disorder 
community.  But we need you to come 
forward.  If you are interested or would 
like to learn more about what it takes to 
be a Board Director, please contact our 
Executive Director, Mark Cox.  He can 
provide you with a breakdown of the 

responsibilities and time commitment.  
He can also provide you with the 

Board Member application form.  
We can’t guarantee you a spot on 
the board, but we can guarantee 
we’ll talk to you about your 
abilities and your passion for 
wanting to be a part of a hard-
working group dedicated to 
helping those with bleeding 
disorders. 

— Aimee Tempera

HTC Welcomes 
New Team Member
The Kansas City Regional 

Hemophilia Treatment Center is excited 
to welcome family nurse practitioner 
Lucy Carter Reardon, RN, MSN, APRN, 
FNP-C to the team! 

Lucy has experience as an infusion 
nurse for an outpatient infectious disease 
clinic treating patients of all ages and 
diagnoses. Along 
with her professional 
experience, Lucy has 
traveled and practiced 
in two medical mission 
trips to Haiti and the 
Dominican Republic. 
She received her 
undergraduate nursing 
degree from St. Louis 
University and her 
graduate nursing degree 
from Research College of Nursing. 

As a yoga instructor, Lucy also 
brings a sound and calm mind and 
positive outlook to her patient care. Lucy 
prides herself on providing a holistic 
approach to her care, patient education 
and advocating. 

She is excited to learn and collabo-
rate with the team, patients, and their 
families. And we at the Kansas City Re-
gional Hemophilia Treatment Center are 
confident she will be a valuable addition!  

Lucy Carter 
Reardon, RN, 
MSN, APRN, 
FNP-C
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QUICK NOTES



For Questions Contact: 
Brooke Connell at (913) 375-5757 
or connell_brooke@yahoo.com

For more information and to see the  
current list of top fundraisers, visit
hemophiliawalk.donordrive.com/event/mhawalkkc 

SATURDAY

October 14, 2017
Registration - 9:30 am
Event Start - 10:00 am

@ Shawnee Mission Park
7900 Renner Rd. • Shawnee, KS

SPONSORSHIPS

Presenting Sponsor $10,000

Platinum Sponsor $7,500

Gold Sponsor $5,000

Silver Sponsor $2,500

Bronze Sponsor $1,000

Supporter Sponsor $500

Kilometer Sponsor $250
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IXINITY® [coagulation factor IX (recombinant)]

Brief Summary for the Patient
See package insert for full Prescribing Information. This product’s label may have been 
updated. For further product information and current package insert, please visit
www.IXINITY.com.
Please read this Patient Information carefully before using IXINITY. This brief summary does 
not take the place of talking with your healthcare provider, and it does not include all of the 
important information about IXINITY. 

What is IXINITY?
IXINITY is a medicine used to replace clotting factor (factor IX) that is missing in people with 
hemophilia B. Hemophilia B is also called congenital factor IX de� ciency or Christmas disease. 
Hemophilia B is an inherited bleeding disorder that prevents clotting. Your healthcare 
provider may give you IXINITY when you have surgery.
IXINITY is not indicated for induction of immune tolerance in patients with hemophilia B.

Who should not use IXINITY?
You should not use IXINITY if you:
•  Are allergic to hamsters
•  Are allergic to any ingredients in IXINITY
Tell your healthcare provider if you are pregnant or breastfeeding because IXINITY may not be 
right for you.

What should I tell my healthcare provider before using IXINITY?
You should tell your healthcare provider if you:
•  Have or have had any medical problems
•   Take any medicines, including prescription and non-prescription medicines, such as over-

the-counter medicines, supplements, or herbal remedies  
•  Have any allergies, including allergies to hamsters 
•  Are breastfeeding. It is not known if IXINITY passes into your milk and if it can harm your baby
•  Are pregnant or planning to become pregnant. It is not known if IXINITY may harm your baby
•  Have been told that you have inhibitors to factor IX (because IXINITY may not work for you)

How should I infuse IXINITY?
IXINITY is given directly into the bloodstream. IXINITY should be administered as ordered by 
your healthcare provider. You should be trained on how to do infusions by your healthcare 
provider or hemophilia treatment center. Many people with hemophilia B learn to infuse 
their IXINITY by themselves or with the help of a family member.
See the step-by-step instructions for infusing in the complete patient labeling.
Your healthcare provider will tell you how much IXINITY to use based on your weight, the 
severity of your hemophilia B, and where you are bleeding. You may have to have blood tests 
done after getting IXINITY to be sure that your blood level of factor IX is high enough to stop 
the bleeding. Call your healthcare provider right away if your bleeding does not stop after 
taking IXINITY.

What are the possible side e� ects of IXINITY?
Allergic reactions may occur with IXINITY. Call your healthcare provider or get emergency 
treatment right away if you have any of the following symptoms:
•  Rash
•  Hives
•  Itching
•  Tightness of the throat
•  Chest pain or tightness
•  Di�  culty breathing

•  Lightheadedness
•  Dizziness
•  Nausea 
•  Fainting
Tell your healthcare provider about any side e� ect that bothers you or does not go away.
The most common side e� ect of IXINITY in clinical trials was headache.
These are not all of the possible side e� ects of IXINITY.  You can ask your healthcare provider 
for information that is written for healthcare professionals.
Call your healthcare provider for medical advice about side e� ects. You may report side 
e� ects to the FDA at 1-800-FDA-1088.

How should I store IXINITY?
250 IU strength only; store at 2 to 8°C (36 to 46°F). Do not freeze.
500, 1000, 1500, 2000 and 3000 IU strengths; store at 2 to 25°C (36 to 77°F). Do not freeze.
Do not use IXINITY after the expiration date printed on the label. Throw away any unused
IXINITY and diluents after it reaches this date.
Reconstituted product (after mixing dry product with Sterile Water for Injection) must be 
used within 3 hours and cannot be stored or refrigerated. Discard any IXINITY left in the vial 
at the end of your infusion. 
After reconstitution of the lyophilized powder, all dosage strengths should yield a clear, 
colorless solution without visible particles. Discard if visible particulate matter or discoloration 
is observed.

What else should I know about IXINITY?
Your body may form inhibitors to factor IX. An inhibitor is part of the body’s immune 
system. If you form inhibitors, it may stop IXINITY from working properly. Consult with your 
healthcare provider to make sure you are carefully monitored with blood tests to check for 
the development of inhibitors to factor IX. Consult your doctor promptly if bleeding is not 
controlled with IXINITY as expected.  
Medicines are sometimes prescribed for purposes other than those listed here. Do not use 
IXINITY for a condition for which it is not prescribed. Do not share IXINITY with other people, 
even if they have the same symptoms as you. 
Always check the actual dosage strength printed on the label to make sure you are using the 
strength prescribed by your healthcare provider. 

Manufactured by:
Aptevo BioTherapeutics LLC
Berwyn PA, 19312
U.S. License No. 2054

Part No: 1000973_1
CM-FIX-0078



HELPFUL  
NUMBERS

KANSAS CITY REGIONAL HEMOPHILIA CENTER 
1-816-302-6869 • 1-800-236-1713 

Dr. Shannon Carpenter • Dr. William Jennings 
Dr. Brian Wicklund • Dr. Jill Moormeier 

Rebecca Coney, DNP, APRN, FNP-C 
Katie Foote, LMSW • Stacy Long, RN, BSN, CPHON 

Lucy Carter Reardon, RN, MSN, APRN, FNP-C

UNIVERSITY OF MISSOURI 
HOSPITAL AND CLINICS 

HEMOPHILIA TREATMENT CENTER 
1-573-882-9355 

Dr. Barbara Gruner • Dr. Carl Freter 
Dr. Tamara Hopkin • Lauren Grana, MSW

NATIONAL HEMOPHILIA FOUNDATION (NHF) 
1-800-42-HANDI • www.hemophilia.org
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By Mark Dudley
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You know you are getting old when 
someone asks you to write a newsletter 
article on the history of something.  
That’s what happened to me! I guess 
because I have been around MHA since 
its inception, the editors felt I would be 
the logical candidate to write about the 
history of the scholarships offered through 
Midwest Hemophilia Association (MHA).  
I think it’s just because I am old.  

From our beginning as an organiza-
tion in 1990, MHA has always believed 
in education.  Whether it was through 
chapter meetings, events such as Family 
Fun Fair or various publications, education 
was a focus.   Early on the chapter made a 
commitment to summer camp which pro-
vides a week of education and fun for all 
those young campers age 7-17.  But what 
happens after that?  The kids grow up and 
head off to college or trade school and 
hopefully continue their overall 
education.  The MHA 
Board in the early years 
decided one way to help 
encourage our younger 
members to continue 
their education would 
be to provide a scholar-
ship to a qualified applicant 
to assist with costs.  Thus the 
MHA Scholarship was created.

Initially the amount was $500 as that 
was what the budget allowed.  That might 
not sound like much in today’s world but 
25 years ago it was a nice award.  As time 
went on and MHA funding increased, 
the amount was raised to $1,000. We 
have offered a $1,000 scholarship every 
year, with between $20,000-$25,000 
dollars awarded.   In 2016, The Board 
authorized a second $1,000 scholarship 
- The Mark Dudley Scholarship.  When 
this was announced at the annual banquet 
in December of 2016, I was humbled 
and honored (also speechless if you 
can believe that).  So going forward 
MHA will have two $1,000 scholarships 
available each year.  And if you apply 
one year and are not selected, do not be 

discouraged, try again and apply the next 
year.  You never know.

BUT WAIT, THERE’S MORE: The 
Georgia Northway Scholarship.

How to tell this story?  If you have 
been around MHA for a while, then you 
have probably heard the tale of how 
MHA, this all volunteer organization, 
was named as the beneficiary of an estate 
of someone from the Wichita, Kansas 
area. Well, here is the rest of the story. As 
Treasurer, part of my job was to get mail 
out of the P.O. Box and one day there it 
was - a letter from an attorney in Wichita.  
Well, as you can imagine, I thought the 
worst.  I was quite surprised to find out 
that I needed to contact the law firm 
immediately related to the Estate of 
Georgia Northway.  I immediately let the 
President of MHA at the time, Dan Boles, 
know what was going on and proceeded 

Newsletter mailing list and received our 
newsletter.  Who says nobody reads!)  

A lot of work including phone calls, 
letters and meetings led to the estate 
granting the funding to MHA.  By the 
time the estate was settled in 2003 and 
the funds became available, Truman 
Heartland received $423,924.87 to start 
the Georgia Northway Scholarship.   All 
this as a result of the chapter’s original 
goal of providing education resources.

Since 2003, when the scholarship 
began, $224,188.44 in 100 scholarship 
grants have been awarded to over thirty 
students.  Each year approximately 5% 
of the principal balance in the account is 
available for scholarships.  How much 
is that you ask?  Depending on how 
the market does the rest of the year, we 
should have $23,000 to $25,000 available 
for grants in the 2018-19 school year.  

And, as of March 31, 
2017 the balance in the 
fund is $490,492.41, 
meaning scholarships 
will be offered for 
many years to come.  
Truman Heartland has 
done an exceptional 
job of managing this 
fund and the increase 

in the last 15 years of the stock market 
has helped as well. The great part of this 
scholarship is that it is renewable which 
means you can apply and potentially 
receive funding as an upper classman and 
not just your freshman year.  The goal 
is to continue offering this so today’s 
recipients will be tomorrow’s leaders.

Well, I guess that is enough history 
for one day.  As the Treasurer of MHA for 
many years, I worked hard to be a good 
steward of the funds received by MHA.  
I kind of had the reputation of saying no 
to spending money - with one exception 
– scholarships! So all of you college 
students with bleeding disorders, be sure 
to submit your applications!  Even though 
it’s a competitive process, you can’t get 
the funds, unless you first apply.  n

A BRIEF HISTORY
MHA SCHOLARSHIP:

to contact the lawyers.  It seems that 
Ms. Northway had two sons that had 
passed away due to complications 
from hemophilia.  It was her wish that 
part of her estate be utilized to create 
a scholarship fund for individuals with 
bleeding disorders.  I was thinking $5,000 
to $10,000 might come our way, but it 
turned out to be much more than that and 
it included property, a car and cash.  

The attorneys were not too keen 
on the idea of turning this over to an 
organization with no paid staff that they 
knew little about, so through Dan’s contact 
with Truman Heartland Community 
Foundation, a plan was developed to move 
a step closer to Ms. Northway’s wish.  (As 
a side, she thought of our organization 
because she was on the Chapter Factor 

Since 2003 when the Georgia 
Northway Scholarship began, 
$224,188.44 in 100 scholarship 
grants have been awarded to  
over thirty students.
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Fun!
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Your dreams. Our dedication.
At Shire we are driven to help improve the lives of members 
of the bleeding disorders community. You inspire us. Each 
pioneering new product and program represents another 
step toward our ultimate goal: a life full of dreams and 
free of bleeds.

bleedingdisorders.com

Michelle 
vWD 
Nevada

©2017 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088. 
SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates. 
S33467 07/17

Coagulation Factor IX (Recombinant), Albumin Fusion Protein
®

NOW AVAILABLE

INTRODUCING 
IDELVION

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 3/18/16   11:51 AM
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PO Box 412866
Kansas City, MO 64141Name

Address

City    State               ZIP

(Area Code) Phone Number

E-Mail Address

MOVING? New Address

MAIL TO: MHA • PO Box 412866 • Kansas City, MO 64141
E-MAIL TO: info@midwesthemophilia.org


