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A New Year’s 
Resolution!

By John Carleton

During a recent meeting with some of the other 
MHA board members I became aware that we have 
a situation that I felt needed attention.  We have 
approximately 100 members (individual, corporate 

and family) and we mail the newsletter you 
are reading to around 600 addresses. That 
equates to 500 people that are receiving 

the newsletter that are not members.  I realize 
that not everyone receiving the newsletter has 
a bleeding disorder.  Yet, if you are on our 
mailing list, you must have some vested interest 

of one kind or another in our community.  
I would propose that a good resolution for the New 

Year would be to join MHA.  Membership dues are minimal and your 
membership would not only cover the printing and mailing of your newsletter, 

but contribute to the organization that must touch your life in some fashion.  I belong 
to both MHA and the Gateway Hemophilia Association in St. Louis since I volunteer 
and serve in both as a volunteer and/or board member.  If you forgo eating one meal out 
your membership dues would be covered.  

Please, search your heart and tell me it is not the right thing to do!  I hope this 
article is followed by a deluge of new memberships.  For your convenience, we have 
included a membership application on page 7.  Remember, there is no time like the 
present to take care of business.  I look forward to the hearing that many of you have 
taken up my New Year’s resolution and kept it by becoming members of MHA. n 

     

Annual Awards Banquet
The Embassy Suites Hotel on the Plaza was the scene for the 16th Annual Midwest 

Hemophilia Association Recognition Banquet.  There were 74 present to enjoy an 
evening with good food, good fellowship and a chance to honor some of those who 
served the chapter the past year.  The evening started with a chance to mingle and 
visit followed by a great meal.  Although a week early for the famous Plaza lights, the 
setting was well received and the food was excellent.    We heard from and recognized 
the various scholarship recipients, committee chairs and all volunteers for the year.  
John Kowalski was recognized as the MHA Volunteer of the Year.  Our congratulations 
go out to John on receiving this well deserved award. 

We recognized those who will serve as Board Members for the next year.  Steve 
Pflumm, Craig Montgomery and Brian Rodgers were re-elected to the Board and 
Kristin Marema joins the board as a new member.  We want to thank Angie Boles for 
her service to the MHA Board.   

To all who helped make MHA a success in 2010, we offer you our heartfelt thanks.  
As we look ahead to 2011, we will need all of your help to continue to make the chapter 
an ongoing success.  Remember, as a member you only get out of MHA what you put 
into MHA.  Please help make 2011 even better than 2010. n
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•	 March/april	
 Legislative Days, Jefferson City, MO and Topeka, KS

•	 March	12	
 MHA Board Meeting

•	 april	14-16	
 HFA Annual Meeting, Louisville, KY

•	 May	1	
 MHA Wichita 5K Walk-a-thon, Wichita, KS 

•	 May	16-18	
 Region VII Advisory Council and Region VII  
 HTC Annual Meeting, Kansas City,  MO

•	 June	11	
 MHA Board Meeting, Blue Springs, MO

•	 June	4	
 Wichita Event at the Zoo, Wichita, KS

•	 June	25
 Springfield Cardinal Event, Springfield, MO

•	 July	15-16	
 18th  Annual MHA Float Trip 

•	 august	2-6	
 20th Wilderness Camp, Lawson, MO 

•	 septeMber	16	
 13th Annual MHA Golf Tournament, Lenexa, KS

•	 septeMber	17-18	
 19th Annual MHA Family Fun Fair, Indep., MO

•	 septeMber	17	
 MHA Board Meeting

•	 OctOber	8	
 14th Annual Walk-A-Thon, Bass Pro, Independence

•	 nOveMber	10-12	
 63rd NHF Annual Meeting, Chicago

•	 nOveMber	19	
 17th Annual MHA Banquet, Kansas City, MO

•	 nOveMber	19	
 MHA Board Meeting
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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 tre atment 
center before pursuing any course of treatment.

Brand names of tre atment 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.
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A common type of bleed for people with bleeding 
disorders is a mouth bleed. Every parent whose child has 
had a mouth or gum bleed will agree that they can be very 
messy! There are a few reasons for this. Because bleed-
ing from the mouth is usually mixed with saliva, even a 
moderate amount of blood can be diluted and multiplied 
to look like a lot of blood.  Often a parent will find their 
child covered in blood, with blood on his clothes and even 
on his bed.  Saliva has digestive enzymes in it, which will 
dissolve blood clots that form, and lead to repeated bleed-
ing over many days. And every time a person eats or drinks 
something, the fragile blood clot 
that is holding back blood can 
be washed away. Having an on-
going mouth bleed for 1-2 weeks 
is not unheard of in people with 
hemophilia and von Willebrand 
Disease (vWD).

Mouth bleeds can be caused 
by an accidental bite to the 
tongue or cheek, or when teeth 
come in or fall out. Toddlers 
frequently fall, hitting their lips 
or mouths on something and 
causing bleeding. These bleeds 
seem trivial at first, because the 
area that is injured might be 
very small, but mouth bleeds 
can lead to large blood loss over 
time.  The small soft tissue that 
connects the upper lip to the gum between the two front 
teeth is called a frenulum, and is often the site of bleeding 
in little guys.  Doctors and nurses who care for people with 
bleeding disorders really dislike frenulum bleeds! 

The amount of blood lost from a cut in the mouth can 
sometimes be underestimated if some of the blood is swal-
lowed. Signs and symptoms to look for that might indicate 
large blood loss include: pale skin, tiredness, or lack of en-
ergy, nausea/ upset stomach, vomiting blood and/ or black 
or dark stools. If you or your child have a persistent mouth 
bleed, you may need to have blood tests run by the doctor 
to be sure that you haven’t lost too much blood. 

Treating a mouth bleed often requires several steps. If 

possible, apply pressure to the site of a bleed if it can be 
reached. Drinking cold liquids or eating a Popsicle can also 
help slow bleeding and relieve the swelling and pain of a 
mouth bleed. If the bleed lasts longer than 20 minutes, and 
ice or pressure have not slowed or stopped the bleeding, 
call the Hemophilia Treatment Center (HTC). Some mouth 
bleeds can be treated with an anti-fibrinolytic (Amicar or 
tranexamic acid) alone and some require the use of factor 
or DDAVP along with the anti-fibrinolytic. While treating 
a mouth bleed, avoid hot fluids and foods for a few days, 
eating only soft things such as yogurt, pudding, soup, etc. 

Avoid crunchy food dur-
ing this time. Do not use a 
straw for liquids.  To treat a 
really persistent mouth bleed 
you may be advised to give 
your baby a cup instead of 
a bottle, and avoid using 
the pacifier. Sucking can 
cause re-bleeding due to the 
negative pressure that occurs 
inside of the mouth.

A mouth bleed that 
involves the tongue can be 
life threatening. The tongue 
can swell and block the air-
way. This can happen after 
a fall or other accident. The 
tongue may not bleed into 
the mouth but the muscle in-

side of it can fill up with blood. Any swelling in the mouth 
including tongue, cheeks or neck should be reported to the 
HTC as soon as possible.

To prevent mouth bleeds children should never be 
allowed to run with toys or other hard objects in their 
mouths!  People with bleeding disorders should seek 
regular dental care to keep their teeth and gums as healthy 
as possible. Everyone should do twice daily tooth brushing 
and regular flossing and this should start early in life. If 
you have difficulty finding a dental professional who will 
treat people with bleeding disorders, call the HTC for a 
referral. Good oral health will help you avoid mouth bleeds 
and will lead to better overall health.  n

Messy Mouth Bleeds
By Judy Kauffman, RN, CPNP, Kansas City Regional Hemophilia Center 

If you or your child have 

a persistent mouth bleed,  

you may need to have  

blood tests run by the doctor 

to be sure that you haven’t 

lost too much blood.
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President’s Message:  Thank You!
By Steven Pflumm, MHA President

I would like to thank everyone who contributed 
to the success of Midwest Hemophilia Association in 
the year 2010. Without all of the volunteers and donors 
it would not be possible to put on the events that we do 
for our community. Last year we received additional 
grant money so that we can further our possibilities in 
the coming year. One major addition in 2011 will be our 
newly hired Executive Director, Mark H. Cox who will  

 
 

be setting up office in January in Blue Springs, Missouri. 
Look forward to more information about Mr. Cox in 
the next issue of Chapter Factors.  With his help, we 
are hopeful that MHA will be able to expand on many 
horizons.

Hope everyone has a prosperous New Year. n

The University of Missouri 
Hospitals & Clinics HTC in 
Columbia, Missouri is pleased to 
announce Dawn Henderson and 
Lauren Grana have be added to 
its staff.

Dawn Henderson has joined 
the HTC in Columbia as the Nurse 
Coordinator for the HTC.  Dawn 
earned her Nursing Degree from 
Lincoln University in Jefferson City, 
Missouri. She began her nursing 
career in the Neonatal Intensive Care 
Unit caring for premature infants.  
Her most recent position was in the 
Department of Case Management 
and Social Services as a Pediatric 
Nurse Case Manager.  Dawn joined 
the HTC in July 2010, which 
specializes in providing support to 
patients and families of Pediatric 
and Adult Hemophilia, Bleeding and 
Clotting Disorders. 

Lauren Grana also joined 
the HTC team in Columbia.  She 
serves as the social worker for 
the hemophilia center.  She has a 

Master of Social Work degree from 
the University of Missouri and 
worked at the University Hospitals 
and Clinics prior to accepting this 
position with the HTC. 

MHA welcomes Dawn and 
Lauren! n

New Staff at HTC 
in Columbia, MO

Dawn	henDersOn,	rn

University of Missouri 
Hospitals & Clinics

One Hospital Drive, 
DC058.00

Columbia, MO 65212

Phone: (573) 882-9355 

lauren	grana,	Msw

University of Missouri 
Women’s and  
Children’s Hospital

404 Keene Street, DC580.00

Columbia, MO 65201

Phone: (573) 219-4257 

MHA Receives 
Grant 
By Kristin Marema

Midwest Hemophilia 
Association applied for a $10,000 
LEAD Grant from CSL Behring 
in October.  LEAD stands 
for Local Empowerment for 
Advocacy Development, and 
grants are given to organizations 
to help them meet their advocacy 
objectives.  In early December we 
received the exciting news that 
we were awarded the full $10,000 
grant!  The main goals for our 
grant are to 1. Pass the Standards 
of Care Bill in Missouri 2. Start a 
grassroots advocacy movement in 
Kansas 3. Shed light on women 
with bleeding disorders.  The 
money from the grant will help 
us reach these goals.  Ultimately, 
we want every member of our 
organization to be their own 
advocate!  If you would like 
to serve on our 2011 advocacy 
committee or get involved in  
other ways with advocacy, please  
e-mail Kristin Marema at:  
mucarleton@hotmail.com n
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Location:
Sedgwick County Park

6501 W 21st St N
Wichita, KS

Registration begins: 2:00 p.m.
Walk starts at: 2:30 p.m.

Registration Fee:
$30/family, fee is waived 

for pledges over $50.

Please bring pledges 
on the day of the walk.

Plan to stay for lunch
 (hamburgers, hotdogs, drinks)

and drawing for raffle prizes
 following the walk.

Plus, an iPod Touch will be given
 for the most money raised.

Questions?
Kay Stewart (316)708-2088

Kstewart3@kumc.edu
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Midwest Hemophilia Association
2011 MEMBERSHIP APPLICATION

If you are interested in being a member of the MHA, please complete the form below, and mail it with your membership fee to:
Midwest Hemophilia Association •  PO Box 412866 • Kansas City, MO 64141

Name:  ______________________________________________________________________________

Address: ____________________________________________________________________________

Phone: ___________________________Email: _____________________________________________

Type of Membership for 2011:
 Individual/Family ($25)
 Corporate ($100)
 Additional Contribution: $____________ 

Thank you for your support!

Amount Enclosed:

$__________________

Along with the Gateway Hemo-
philia Association, MHA tried tire-
lessly to pass the Standards of Care 
for People with Bleeding Disorders 
bill in 2010.  This bill would have set 
standards that home care and mail 
order pharmacy companies must meet.  
In the end the bill did not pass, though 
we feel that we made great strides 
in this endeavor last year.  We had 
support from both Republicans and 
Democrats and the bill was given a 
fiscal note of $0, meaning it would not 
cost the state any money.  

Unfortunately, Missouri did not 
pass many bills during this last ses-
sion.  Representative Steve Hobbs 
helped us near the end of the session 
to get our bill advanced through com-
mittees.  He even thought he might be 
able to get it attached to the Autism 
Bill that ultimately did pass.  On the 
last night of the session, I sat with my 
laptop on my lap, listening to the bills 
being debated, crossing my fingers 

that our bill would get added... And 
it didn’t.  Although it was sad to not 
see the bill become law, we made 
some great connections throughout 
the state.  

Looking forward, we are still 
searching for a sponsor for this up-
coming 2011 session.  If your state 
representative is someone you have a 
personal connection with, PLEASE 
contact me.  We are looking for some-
one that has a medical background or 
possibly has a relative or close friend 
with hemophilia.  Our sponsor needs 
to be a person that truly supports the 
hemophilia community, not someone 
that is seeking political gain.  

We will need support from repre-
sentatives from across the state to get 
this bill passed.  Our MHA members,  
relatives, friends and friends of 
friends will need to send letters to 
these elected officials.  Sending a let-
ter takes less than ten minutes of your 
time!  I have a form letter that can be 

easily edited and then dropped in the 
mailbox or e-mailed.  

We will also need people to make 
the trip to Jefferson City.  Because of 
the CSL Behring LEAD Grant, MHA 
will be able to reimburse some travel 
cost to Jefferson City.  Please check 
the MHA website (www.midwest-
hemophilia.org) for upcoming travel 
dates after the first of the year.  You 
can also track our Standards of Care 
Bill on Facebook - Support HB 1525.

We are also still looking for 
personal stories.  If you are a person 
that has had problems with your home 
health care company or mail order 
pharmacy, you can share your story.  
You can also choose to remain anony-
mous.  These stories are what will help 
get the bill passed.  I look forward to 
getting the bill passed in 2011.  If you 
are interested in getting on our e-mail 
list for this bill, please contact me via 
e-mail: mucarleton@hotmail.com or 
by phone: 573-529-1636.  n

Missouri Standards of Care Update
By Kristin Marema
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Some of you may remember 
Project Red Flag, NHF’s women with 
bleeding disorders initiative.  The 
National Hemophilia Foundation has 
now expanded and built upon this 
program.  Project Red Flag is now 
called Victory for Women.  According 
to the NHF website “The Victory for 
Women with Blood Disorders program 
will incorporate education, advocacy, 
and support for women diagnosed 
with a blood disorder as well as raising 
awareness among women who have 
not yet been diagnosed.”  

With grant money from CSL 
Behring we are hoping to spread this 
program throughout the Midwest.  I 
am hoping to find women volunteers 

from our organization to participate 
in the woman-to-woman peer training 
and then use this training in outreach 
efforts.  I will be giving a short pre-
sentation at my P.E.O. (Philanthropic 
Educational Organization) meeting in 
January, and because my chapter has 
women of varying ages, I think it will 
be a great outreach opportunity.  

As I recall from our women’s ses-
sion in September at the Family Fun 
Fair, most women in our organization 
didn’t know they had a bleeding dis-
order until later in life.  Many ended 
up having a hysterectomy that was not 
needed.  If we can spread the word 
that “Women Also Bleed” we can 
hopefully help women in our area get 

diagnosed and begin treatment.  And if 
you are male and want to help, Victory 
for Women has three great opportuni-
ties to raise money.  With a $15 dona-
tion you can get the women in your 
life a beautiful calendar.  A $20 dona-
tion will get you a red scarf.  (I have 
already bought two and gave them 
as birthday gifts.)  If you have a little 
more cash, you can purchase a beauti-
ful red dress from the NY Hemophilia 
Chapter.  The dress was designed by 
Dana-Maxx, and 20% of the proceeds 
go to Victory for Women.  If you are 
interested in getting involved with this 
program or want to learn more, please 
send Kristin Marema an e-mail at:  
mucarleton@hotmail.com. n

Victory for Women
By Kristin Marema
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HELPFUL INFORMATION

The benefits and convenience of 
technology are changing our lives in 
so many ways. We connect with our 
children by phoning, texting or instant 
messaging, anytime and anywhere. We 
“Google” answers instantly and access 
an ever-growing number of mobile 
“apps” to manage our finances, play 
games or learn on the go.

But can technology help our un-
derstanding of bleeding disorders? Can 
it be used to improve ongoing care and 
support the needs of our children? One 
organization is helping the bleeding 
disorders community find out: The 
American Thrombosis and Hemostasis 
Network (ATHN).

ATHN uses technology for care 
and research in the bleeding disorders 
community in new, important and 
exciting ways.

A non-profit organization estab-
lished in 2006, ATHN has partnered 
with over 120 hemophilia treatment 
centers (HTC) around the country – 
including the Kansas City Regional 

Hemophilia Center and the University 
of Missouri Hospitals & Clinics HTC 
– to establish a safe, secure national 
database to improve the quality of care 
for patients with bleeding disorders. 

Through the use of technology, 

ATHN helps providers improve clini-
cal results, prevent care disruption, 
support research, expand collaboration 
and protect confidentiality.

Now, the KC Regional HTC and 
the University of Missouri Hospitals 
& Clinics HTC are extending the op-
portunity for you to participate in the 
ATHNdataset. This vitally important 
database is devoted to research for 

bleeding and clotting disorders that 
will advance clinical knowledge; sup-
port advocacy to ensure access to and 
funding for treatment; and improve the 
quality of your medical care.   

Among the greatest benefits of the 
ATHNdataset, however, is its power 
to begin addressing questions about 
bleeding disorders and their treatment 
that haven’t been answered simply 
because there hasn’t been enough stan-
dardized data. The ATHNdataset opens 
the door to new possibilities for the 
bleeding disorders community, now 
and for generations to come.

The value of the ATHNdataset lies 
in your participation.  The more pa-
tients contribute their information, the 
more certain we can be that the ATHN-
dataset represents community charac-
teristics.  That’s a benefit to you — and 
to the entire community.  Ask your 
HTC how you can participate today.

 ATHN follows all HIPAA privacy 
guidelines to keep personal health 
information confidential.   n

Advancing Care Through Technology:

ATHN Promotes Technology for Care and 
Research in the Bleeding Disorders Community

MIDWEST HEMOPHILIA  
ASSOCIATION (MHA)

PO Box 412866 • Kansas City, MO 64141 
1-800-431-7960 • www.midwest-hemophilia.org

NATIONAL HEMOPHILIA  
FOUNDATION (NHF)

1-800-42-HANDI • www.hemophilia.org

UNIVERSITY OF MISSOURI HOSPITAL AND 
CLINICS HEMOPHILIA TREATMENT CENTER

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

1-573-882-9355

REGION VII HEMOPHILIA PROGRAM  
REGIONAL COORDINATOR

Becky Dudley, LCSW 
1-816-234-3848 • Toll Free 1-800-236-1713

KANSAS HEMOPHILIA OUTREACH NURSE

Kay Stewart, RN 
1-316-962-2012 • 1-800-332-6262

KANSAS CITY REGIONAL HEMOPHILIA CENTER

Dr. Brian Wicklund • Dr. William Jennings 
Dr. Shannon Carpenter • Judy Kauffman, RN, MS, CPNP 

Andrew Wilson, RN, CPHON • Megan Phillips, LMSW
1-816-234-3508 • Toll Free 1-800-236-1713

Kc	regional	htc:
1-816-234-3508  

or 1-800-236-1713

university	of	Missouri		
hospitals	&	clinics	htc:

1-573-882-9355
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This year the National 
Hemophilia Foundation hosted 
their national meeting in New 
Orleans, Louisiana on November 
11-13.  My husband and I won the 
raffle to attend this meeting at the 
MHA Family Fun Fair last year.  
We arrived on Wednesday the 10th 
and immediately jumped into some 
sight-seeing before the start of the 
conference early Thursday morning.  

During the conference, Steve 
Pflumm and I were able to attend 
many sessions that related to our 
chapter.  We got some new fund-
raising ideas, which we hope 
to implement after hiring our 
Executive Director.  I got some 
ideas on how to expand our Walk-
A-Thon and hopefully pair with the 
National Hemophilia Foundation 
in the future for walks.  There are 
currently 15 NHF walks around the 
United States.  

My husband and I were also 
able to attend several sessions 
related to our two year old son 
Trenton.  One of our favorite 
sessions talked about sports and 
your children.  We learned that it is 
a “team effort” in deciding which 
sports your child should play or 
not play.  

There were many sessions on 
health care reform and advocacy.  I 
attended “Advocacy for Chapters”, 
where chapters from all over the 
country shared their advocacy stories 
of success and failure.  California 
was the closest in getting a Standards 
of Care bill passed.  Their bill made 
it all the way to the Governor’s desk 
before getting vetoed.  

Steve and I also represented 

MHA at the Chapter Staff 
Organization (CSO) business 
meeting/lunch.  It was held on the 
41st floor of the hotel, overlooking 
the city and the Mississippi 
River.  We heard from all of the 
new Executive Directors from 
around the U.S. (We hope to be 
introducing our new Executive 
Director, Mark Cox, next year!)  
There were representatives from 
Project Share and Save One Life.  
Both organizations help people 
with hemophilia in the developing 
world.  We learned that you can 
sponsor a child with hemophilia 
for as little as $20 a month.  It was 
very moving to hear the stories of 
these young boys.  

The final night event was 
held at Mardi Gras World.  This 
facility is open year round and 
houses the studio that builds the 
floats for the Mardi Gras parades.  
We were amazed at how large of 
facility it was, the many floats and 
sculptures that were housed there, 
and the multiple facilities they have 
around town.  Attendees enjoyed 
music from a live band, wonderful 
New Orleans food and 
many other family friendly 
activities.  

Overall, our experience 
in New Orleans was one 
to remember!  Next year 
the conference will be 
held in Chicago, Illinois.  
I would encourage you 
to attend if you have 
not been previously.  
Scholarships from NHF 
are available for first  
time attendees.  n

NHF in NOLA 2010 
Kristin Marema
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