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News and Notes
The dates for our four Hemophilia Walks are getting closer and it’s time to kick the 

fundraising efforts into high gear. Last year we had a total of 22 teams at all four walks, or 
about 5 or 6 teams per walk. This year, we’re hoping for at least 40 total teams to reach our 
goal of $60,000 for all four walks.

To help us achieve our goal, we need you be a Team Captain this year. It’s really easy.  
All you need is three other people to be an official team. You can form a personal/family 
team or corporate/business team. It really doesn’t 
matter. Walk teams are the most effective method of 
hitting fundraising goals.  

So how do you form a team? It’s simple – email 
or call your family, friends and/or co-workers. 
Facebook or Twitter are great ways to extend your 
reach in getting more people to support your team. 
Included it this issue is a special Walk insert that 
gives information about the walks plus great tips on 
fundraising. Pull out this insert to use as a helpful 
resource during your Walk preparations. 

Proceeds from the Walks are crucial to the 
function of MHA.  It allows us to schedule more 
education events, bring in top-notch speakers, 
supports our advocacy programs, camp and more. 

So very simply, we are asking you to be a Team Captain.  Go to www.hemophilia.org/walk, 
click on MO icon on the right side.  Follow the instructions from there.  If you have any 
questions please contact me. 

Mark Cox
Executive Director
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This material is provided for your general 
information only. The Midwest Hemophilia 
Association does not give medical advice 
or engage in the practice of medicine. The 
Midwest Hemophilia Association under 
no circumstances recommends particular 
treatments for specific individuals.  In all 
cases, it is recommended that individuals 
consult a physician or local treatment center 
before pursuing any course of treatment.

Brand names of treatment products are 
provided for information only. They are not 
an endorsement of a particular product or 
company by MHA. Acceptance of advertising 
for products and services in Chapter Factors 
in no way constitutes endorsement by the 
Midwest Hemophilia Association.

2014 MEMBERSHIP APPLICATION
Name:  ________________________________________________________________________

Address: ______________________________________________________________________

Phone:  ______________________ Email:___________________________________________

 Individual/Family ($25)     Corporate ($100)
 Additional Contribution: $________________ 

Please mail this form and your membership fee to:
Midwest Hemophilia Association •  PO Box 412866 • Kansas City, MO 64141

Thank you for your support!

   Amount Enclosed: $__________

WiCHitA WAlK 
Sunday, October 12, 2014

KAnsAs City WAlK 
Saturday, October 18, 2014

sPringfield WAlK 
Saturday, October 18, 2014

COluMBiA WAlK 
Sunday, October 19, 2014
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QUICK NOTES

If It Is Going To Be, 
It Is Up To Me!

In my former life, before my “make 
believe” retirement, many of you know 
I was an Elementary Principal for the 
Warsaw School District.  Early in my 
career as a principal my two schools 
became lead schools in the Accelerated 
Schools Project.  In the old administrative 
model principals gave orders and 
teachers followed those orders.  Teachers 
hibernated in their rooms with little 
interaction among themselves and 
little sharing of best practices.  The 
Accelerated Schools model was built 
around all members of the educational 
team having joint responsibility in the 
decision making, openly sharing best 
practices and taking responsibility for 
the success of all decisions made by the 
group.

At this point you’re probably 
wondering why the stroll down memory 
lane.  One of the key phrases we 

successful.  Our number one fundraiser 
included a request in all of the billing 
statements in the family business.  

Please, don’t sit on the sideline this 
year and expect someone else to do the 
work.  We had a very successful first 
year, but there is a huge potential for 
growth.  MHA is your organization.  Get 
involved at some level and remember:  
“If it is going to be, it is up to me!”

— John Carleton

MHA 16th Annual 
Golf Tournament 

Join us Friday, September 26th for 
an awesome day of golf at MHA’s 16th 
Annual Golf Tournament to be held at the 
Drumm Farm Golf Club in Independence, 
Missouri. It is a great course and the staff 
is extremely supportive of MHA. 

A continental breakfast will be 
available at 7:00 a.m. to all participants 
prior to the shotgun start at 8:00 a.m. 
Lunch will be served following the 
tournament. Both are included in the 
entry fee.

Prizes will be awarded for longest 
drive, longest putt, and closest to the pin 
plus a special award to be announced 
tournament day for any hole-in-one. Cash 
awards will be given to the top three four-
person teams.

constantly used during our Accelerated 
Schools journey was “If it is going to 
be, it is up to me!”  The message being 
that each person has to take personal 
responsibility for the success of any 
endeavor the group chooses to pursue.  
We are gearing up for our 2nd Annual 
NHF/MHA Hemophilia Walk.  We, 
your organization, need each and every 
member to contribute in some form.  
How you ask? You can form a team, join 
a team, participate in the Walk, raise 
funds in your neighborhood or place of 
work.  The possibilities and ideas are 

endless.  
Last year I did a letter writing 

campaign and mailed a personal 
plea to every family member, 

friend, business associate, etc.  
I asked each one to send me 
$10, or more, if they were 
able and felt the cause was 
worthwhile.  I also gave them 
an easy way out and told them 
that if they didn’t send anything 

I still loved them!   Pam and 
I ended up being the second 
place team overall.  I didn’t 

beat on doors, hound already 
overburdened businesses or wear 
out the “locals” of our small town.  

I also know one of our members 
in western Kansas did a number 

of small fund raisers and was very 
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QUICK NOTES

A variety of sponsorship levels 
are available to help support the golf 
tournament, such as Driving Range 
Sponsorship, Golf Cart Sponsorship and 
Hole Sponsorship. This is a great way 
for organizations as well as individuals 
to contribute to MHA. Proceeds help 
fund MHA educational seminars, support 
groups and summer camp. Contact  
Mark Cox at (816) 479-5900 or  
mcox@midwesthemophilia.org for more 
information.

Sign up your foursome today to help 
make this event a success. For more 
information and registration forms, visit 
http://midwesthemophilia.org/events/
mha-annual-golf-tournament/. Hope to 
see everyone participate this year.  

2014 Family Fun Fair 
MHA’s Family Fun Fair 2014 will be 

held Saturday, September 27 and Sunday, 
September 29 at the Hilton Garden Inn 
in Independence, MO.  The cost is $30 
per family for MHA members, or $55 per 
family for non-members. Registration fee 
is non-refundable.

The weekend will feature a full slate 
of informative speakers and educational 
topics, plus attendees will enjoy a fun 
evening at Paradise Park.

Teens ages 13 and up will enjoy 
an afternoon of fun activities and 
entertainment. Children under the age of 
13 will have quality child care with fun 
and safe activities provided for them at 
the Hilton Garden Inn hotel complex.

Once again, numerous exhibitors will 
be in attendance, giving participants the 
opportunity to meet representatives from 
each of the companies and find out what 
they provide in the way of educational 
materials, programs, and services for 
people with bleeding disorders. There will 
also be information MHA programs like 
summer camp, the First Step program, 
legislative work, and walkathons.

Check-in and exhibits open at 9:00 
a.m. Space is limited. Reserve your 
spot early to guarantee a fun weekend 
for the entire family! Visit www.
midwesthemophilia.org for additional 
details.

HELPFUL NUMBERS
NATIONAL HEMOPHILIA FOUNDATION (NHF) 

1-800-42-HANDI • www.hemophilia.org

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

KANSAS CITY REGIONALHEMOPHILIA CENTER 
1-816-234-3508 • 1-800-236-1713

Dr. Brian Wicklund • Dr. William Jennings • Dr. Shannon Carpenter 
Dr. Jill Moormeier • Judy Kauffman, RN, MS, CPNP 
Andrew Wilson, RN, CPHON • Katie Foote, LMSW

2014 Calendar of Events
September 18 – 20 NHF Annual Meeting
 Washington D.C.

September 26 16th Annual Golf Tournament
 Falcon Ridge Golf Course 
 Lenexa, KS

September 27 – 28  Family Fun Fair
 Hilton Garden Inn 
 Independence, MO  

October 12, 2014 Wichita Hemophilia Walk
 Exploration Place 
 Wichita, KS

October 18, 2014 Springfield 
 Hemophilia Walk
 Nathanael-Greene Park 
 Springfield, MO

October 18, 2014 Kansas City Hemophilia Walk
 Waterfall Park 
 Independence, MO

October 19, 2014 Columbia Hemophilia Walk
 Stephens Lake Park 
 Columbia, MO

November 15 20th Annual Recognition Banquet 
 Kansas City, Missouri
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Are you up to 

the challenge?
Are you up to 

the challenge?

Get Your FREE Eco-Trek Game App
Visit www.advate.com

For mobile phones & tablets

Eco-Trek is a one-player, multi-level game package 
that tests your outdoor survival skills

3 outdoor adventure games in 1

An online leaderboard for nationwide competition

Answer educational questions about ADVATE for bonus scoring

Bring your A-game to www.advate.com for your free download!

Baxter and Advate are registered trademarks of Baxter International Inc.  
All other trademarks, logos, or product brands appearing herein are the property of their respective owners. USBS/34/14-0031

For more information, contact your Baxter representative today:

             David Dale
Phone: (913) 416-0158
Email:   david_dale@baxter.com
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© 2013 Accredo Health Group, Inc. An Express Scripts Company. All Rights Reserved.

Janie Summers  | 1 314 304-6424

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. 

...for the  human  factor ®



8  n   MIDWEST HEMOPHILIA ASSOCIATION SUMMER 2014 



SUMMER 2014   MIDWEST HEMOPHILIA ASSOCIATION  n  9

This is my seventh year to partici-
pate in a walk for hemophilia and 

other bleeding disorders. But the reason 
why I walk began much earlier. 

Hemophilia first entered my life 
when I was twelve years old. My brother, 
who was nine months old when he was 
diagnosed, was the first to have a bleeding 
disorder in our family. It was scary. We 
lived in a rural community far from 
specialized doctors, hemophilia treatment 
centers, and other families like us. We 
did not know of education programs, 

local chapters, or helpful resources. 
My parents did the best they could 
with their given circumstances. My 
siblings and I watched and learned 
what we could alongside of them.

Fifteen years later when I 
delivered our son, it was still a 
shock hearing the words, “he has 
hemophilia.” After reliving the 
same emotions I experienced 
with my brother’s diagnosis, 
I determined in my mind that 
our family goal would to 
become active members of 
this community no matter how 
difficult. We would do it for 
my brother, our son, and for our 
family’s future. 

We started by educating 

ourselves through books, the internet, 
medical team members, and attending a 
national annual meeting. We listened to 
others’ stories and experiences. Then we 
brought that information back to our local 
doctors, hospitals, and extended family 
members. Anyone who would listen, heard 
our story. Next, we became members of 
our ‘local’ chapter and began attending 
educational events. Now, as our son 
grows, we teach him about his bleeding 
disorder and send him to hemophilia 
camp. We continue to be part of the 
community when and wherever we can. 

However, the goal for our family has 
changed. People before us have sacrificed 
their time, energy, financial resources, 
and dare I say, their health, to give us the 
opportunity to successfully manage our 
bleeding disorder and gain the freedom 
and power that education brings with 
it. Yes, it is important to continue our 
participation, but it is just as important 
to give back to the community who has 
given us so much. It’s just not about us.

So…why do we walk for 
hemophilia? We walk to honor those who 
have paved the way before us. We walk 
to widen the road to include those around 
us now, in and outside the community. 
We walk to ensure the road continues and 
grows easier for those in the future. n

By Angela Brown
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I had the amazing opportunity to 
travel to Melbourne, Australia recently 
to attend my very first World Federation 
of Hemophilia Congress. A number of 
things had to come together to get me 
to Australia and I am really glad that I 
got the chance to do it. When people ask 
me how it was in Australia, I answer, “I 
learned A LOT!” Here is a partial list of 
what I learned and experienced:

A 15-hour plane ride is LONG! I 
thought it would never end! Total travel 
time to Melbourne was 25 hours. Whoa! 
Talk about jet lag!

Convention centers everywhere are the 
same – big and challenging to navigate!

Big cities are the same everywhere 
(sort of). I found that Australian English 
is very different than American English. I 
laughed every time I turned on the TV at 
some of the ways things are said there!

People with bleeding disorders 

from other countries are the same AND 
different! At the WFH Congress, there 
is a treatment room where people can 
get evaluation and factor treatment for 
bleeding. There were people who had 
the money to travel to Australia at the 
meeting, but limited access to factor 
in the countries. Some of those took 
advantage of the chance to get factor and 
PT care in the treatment room.

Hemophilia doctors, nurses, physical 
therapists (they’re called “physios” in 
many countries) are the same except for 
their accents. They care about providing 
the best treatment to their patients. 
Providers that I met were very focused 
on learning all they could at the meeting. 

welcome reception at the world federation of hemophilia Congress held May 11-15 in 
Melbourne, australia. 

I went to many great sessions at the 
Congress and learned a lot myself. Some 
of what I learned was about new factor 
products, inhibitors, lab testing and von 
Willebrand disease.

I learned that before getting on a bus 
in a new city that is very far away from 
home, one should ask when the bus quits 
for the day, because the one I was on just 
dropped us off (where, we weren’t sure) 
saying “that’s all for today.” That was a 
bit of an adventure trying to find my way 
back to the hotel.

I learned that Australia has these 
really cute little penguins, sometimes 
called “fairy penguins,” that live on their 
shore. People can watch them every 
day as they march up the beach to their 
burrows on land. They were cute and it 
was fun to watch them. We also got to see 
some koalas, kangaroos and wallabys.

One of the reasons that I was able to 
attend the WFH Congress is to prepare 
for the fact that in 2016 the National 
Hemophilia Foundation (NHF) will host 
the WFH meeting in Orlando, Florida! 
That represents an amazing opportunity 
for Americans with bleeding disorders to 
go to a WFH meeting without spending 
an arm and a leg on airfare. The meeting 
will be in July 2016 and I encourage 
everyone to consider saving your nickels, 
dimes and pennies so that you might be 
able to attend. Meeting people from all 
over the world with bleeding disorders is 
a great experience and one that I really 
recommend. n

By Judy Kauffman, RN, CPNP
Kansas City Regional Hemophilia Center
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For more information, contact your  
Baxter representative today:

Phone: 

E-mail: 

To learn more, visit www.RIXUBIS.com.

Baxter and Rixubis are trademarks of Baxter International Inc.  
USBSMG45130004   © Baxter Healthcare Corporation. 2013

            Jana Zens

(913) 558-4913

jana_zens@baxter.com



RESEARCH WATCH

Inhibitor Study Stresses Screening Importance
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Results from a six-year study 
of patients with hemophilia A and B 
produced interesting findings. The 
Hemophilia Inhibitor Research Study 
(HIRS) enrolled 1,163 patients from 17 
federally funded hemophilia treatment 

centers (HTCs). One of the 
goals was to predict 

which patients were at highest risk for 
development of inhibitors, antibodies to 
infused factor.

“A Study of Prospective Surveillance 
for Inhibitors Among Persons with 
Haemophilia in the United States,” was 
published in the March 2014 issue of 
Haemophilia. The lead investigator was 
Michael Soucie, PhD, Division of Blood 
Disorders, National Center on Birth 
Defects and Developmental Disabilities, 
Centers for Disease Control and 
Prevention (CDC) in Atlanta.

A central laboratory 

performed periodic inhibitor tests 
using blood samples and genotyped the 
subjects. In all, 3048 inhibitor tests (some 
patients were screened more than once) 
were conducted. The main findings were:

• All people with hemophilia are at 
risk for developing inhibitors 

• One-third of newly developed 
inhibitors were found in people 
with non-severe hemophilia

• One-half were older than  
5 years old

• Six out of 10 people with 
hemophilia with an inhibitor had 
no symptoms

• 23 new FVIII inhibitors were 
identified

• 431 distinct mutations were 
genotyped, 151 of which had not 
previously been reported

HIRS investigators and CDC 
researchers determined 

that individuals 
with hemophilia 
of all ages were at 

risk for developing 
an inhibitor. Further, 

CDC now estimates that 
approximately 60% of 

people with an inhibitor 
have no symptoms. 

Without regular 
screening, a 
significant number 

of these patients may 
not be aware of it until they 

experience severe bleeding.
The CDC concluded that 

patients with hemophilia 
receiving care in federally 

funded HTCs will be tested 
yearly for an inhibitor by 

the CDC Division of Blood Disorders 
laboratory as part of Community Counts, 

its new blood monitoring program.n
 — Source: CDC
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SPECIALIZING IN NURSING & INFUSION SERVICES

888-335-4279 intake@accuraterx.net

/AccurateRxPharmacy

www.accuraterx.net

@AccurateRx

Your family deserves an 
upgrade in service.

Call our 24/7 hotline to experience the

“No Phone Tree” Guarantee

Trust the Experience
At CVS Caremark, we’ve been helping families like 
yours for more than 30 years. Our caring patient  
support helps ensure safety, convenient access  
and satisfaction.

Stephanie Lasister, Regional Sales Manager
1-816-668-5200
stephanie.lasister@cvscaremark.com

www.CVSCaremarkSpecialtyRx.com

©2014 Caremark. All rights reserved.   
106-30296a   030514 



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

WALK LOCATIONS  
AND DATES

Wichita, KS: Exploration Place 
sunday, october 12, 2014

Kansas City, MO: Waterfall Park 
saturday, october 18, 2014

Springfield, MO: Botanical Garden 
saturday, october 18, 2014

Columbia, MO: Stephens Lake Park 
sunday, october 19, 2014

Join us to raise funds and awareness  
for the bleeding disorder community.   
Your support is vital to our success.

To become a Team Captain, or to volunteer in your area  
contact Mark Cox, Executive Director at 816-479-5900 or 

email at events@midwesthemophilia.org. Please visit 
www.hemophilia.org/walk to register yourself or your team.

IT’S TIME TO WALK!


