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The MISSION of Matrix Health Group is to provide individualized, 
focused services to people with bleeding disorders nationwide.

Our VISION is to enhance the lives of those we are privileged to 
serve by providing the best pharmacy and support services possible.

Our Mission and Vision are realized through the value we place 
in our five guiding principles.  The five values represent the 
commitment to our employees, patients and the community, driving 
our organization to excellence.  These core beliefs define our culture 
and provide a means for us to measure our success.  By using these 
principles as a standard for excellence, we become the logical choice 
for consumers with specialty pharmacy needs.  These attributes 
represent the very best of what our company stands for and they 
remain at the forefront in all we do.

Integrity - Our professionalism, strength and stability come from 
our resolve to operate honestly, morally and with a higher purpose 
to meet and exceed the expectations of all.

Dedication - Our dedication is evident in our close attention to 
detail, personal touch, and resolve to advocate from the heart, 
giving each relationship a close, family feel.

Compassion - We are sensitive to each individual’s unique 
situation; our ability to listen, empathize and support those we work 
with distinguishes our business practice.

Enrichment - We understand that in order to perform at our best, 
we must always seek to learn and grow, while using our knowledge 
to assist and empower others.

Enthusiasm - Our confidence in the services we provide is 
illustrated by the energy, drive and passion we exhibit in all we do.
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M atrix on the Move !

Like us on Facebook!
Visit us today to learn more about our specialty pharmacy and support services,
read popular articles from Matrix Health News, view photos, learn about our
upcoming events and find information on the bleeding disorders community.
“Like” our page to see how we are Dedicated to Making a Difference in
the lives of individuals with hemophilia, vWD and other bleeding disorders!

www.facebook.com/pages/Matrix-Health-Group/140849859422348
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Attention TRICARE Patients
Matrix Health Group is a specialty pharmacy devoted to caring for those with bleeding disorders.  We are 
dedicated, determined and committed to personalize your homecare experience with round-the-clock service 
and a comprehensive line of factor and ancillary supplies.  We offer a unique team of compassionate care 
coordinators with top-notch pharmacy and reimbursement services.  At Matrix Health Group, our goal is to make 
your life easier!
           We offer:

 

• Experienced, compassionate Care Coordination Team with a personal 
contact assigned to each patient for pharmacy, reimbursement and 
support services

• Specialized, knowledgeable Pharmacy Staff with a comprehensive line 
of factor products and complementary supplies

• With pharmacies near Ft. Lauderdale, Florida, Memphis, Tennessee 
and Los Angeles, California, our services span across the nation

• 24-hour delivery with emergency same-day shipments available
• Interactive physician relationships providing patients with custom 

treatment plans
• Specialty team of highly trained Billing and Reimbursement Staff 

dedicating to assisting with private and government insurance 
reimbursement needs

• Informative quarterly newsletter, Matrix Health Group News

Dear Readers,

There is a movement galvanizing in the bleeding disorder community.  In the hallways at local 
and national chapter meetings, through social media, and by the efforts of those individuals 
who refuse to quietly accept the “norms” dictated by traditional medical literature, women 
(and some men) in our community are working hard to assure that proper diagnosis, care and 
treatment are received by females with bleeding disorders.

At 16 years old my brother’s hematologist informed me I was ‘probably’ a carrier since my 
clotting level was below 20%.  Though I exhibited classic symptoms such as anemia and easy 
bruising, another 17 years passed before I was officially diagnosed, and then it was only due 
to a crisis involving severe blood loss following childbirth.  Even so, I had to insist on being 
properly tested.  The result came in – I did not have factor 8 deficiency, which was great news 
– except that my brothers and sons are factor 9 deficient.  In the years and surgeries to follow, 
I had to continually advocate for myself and deal with the non-believers.

Progress is being made, but there is still a long way to go.  From delayed diagnoses, to 
reluctance to treat with clotting factor, there are a host of issues women living with a bleeding 
disorder must face.  In this edition of Matrix Health Group News, we provide a venue for 
women to voice their stories, their struggles and their efforts to manage a disorder some 
medical professionals still want to believe only affect men.  It is our hope this issue will facilitate 
dialogue and action to help further this very important movement.  

Sincerely,

Maria
Maria Santucci Vetter
Editor-in-Chief, Matrix Health News
maria.vetter@matrixhealthgroup.com

For more information regarding our 
services, please contact us at 

877-337-3002.
We look forward to hearing from you!

TRICARE
APPROVED!

A Note from the Editor
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My family and I were invited to two special events 
in Miami to commemorate World Hemophilia 
Day.  The goal of both events was to raise 

awareness for hemophilia locally and globally.  The 
events were very different, yet each proved to be 
emotionally touching and heartfelt.  They were like 
snowflakes…both beautiful, yet different — no two 
snowflakes are alike.  Having just had ankle surgery 
and in a good amount of pain, I was reluctant to 
attend, but as this was our first occasion to honor this 
special day, I didn’t want to miss the opportunity either.  
With factor and pain meds on board, I made myself 
comfortable in my wheelchair and off we went.

The first, hosted by Florida Hemophilia Association 
and Biogen, took place on April 17th at Hyatt Regency.  
The Art of Community - Shining Bright for Hemophilia 
included a painting activity, dinner and a special lighting 
of the Miami Tower.  With direction from art instructors, 
guests transformed blank canvases into beautiful 
works of art.  As my son and husband worked on their 
creations, I took time to observe the other families 
and noticed how relaxed and happy everyone was 
together.  After painting, we enjoyed dinner and then, 
with candles lit, made our way outside to witness the 
lighting of the Miami Tower.

The Second Annual Light of the World Candlelight Vigil 
in honor of World Hemophilia Day took place April 19th 
at the Birdside Banquet Hall.  Sponsored by several 
pharmaceutical companies and hosted by Foundation 
Hope and Life USA, this event provided an opportunity 
for community members to share stories and photos, 

remember the paths we have walked, show our 
commitment to the cause and raise awareness.

It was an honor to speak during the Vigil’s opening 
ceremony and I was extremely emotional as I told 
my story.  Others shared their stories as well and we 
then had a moment of silence while holding red lights 
and roses.  Although it has been over 20 years since 
my father passed away I still, and will forever, miss 
him dearly.  I know he would have been a wonderful 
grandfather to my son Omar.

As a tribute to my father, and to honor my son who 
lives with severe hemophilia, it is my mission to raise 
awareness of hemophilia and other bleeding disorders.

To my father, I will never forget you.  I will always have 
you dear and near to my heart.  Through conversations 
and photos, your grandson will know everything about 
you. Continue to rest in peace, Papi.

To my uncles and to all of our community family 
members and loved ones who have passed on, we have 
not forgotten you.  You are forever a part of us.

To those who face the daily challenges of having 
hemophilia, keep hanging on.  We are all in this 
together.

To my son and all children living with a bleeding 
disorder, always remember this: You are warriors, you 
are champions, you are winners and you are strong! 

World
Hemophilia

Day
By Milybet Montijo-Cepeda

The 
Cepeda 
Family
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Women with Hemophilia
By: Dr. David Clark

Many physicians would say that this title 
doesn’t make any sense – women don’t get 
hemophilia.  Today we know that women can 
have hemophilia, and in fact, the number of 

women with hemophilia is significant.  Unfortunately, 
this “news” hasn’t reached many physicians, especially 
those who do not specialize in hemophilia treatment.  
This is in spite of the fact that the medical literature has 
contained reports of hemophilia carriers with factor VIII 
or IX deficiency and bleeding problems since the 1950s.   
Because the idea that women don’t get hemophilia has 
been so ingrained, early researchers tried to imagine 
all kinds of other explanations for these reports.  The 
genetics seemed so simple that there had to be an 
alternate reason.  Now we know that the genetics are 
actually much more complex, and it is obvious that 
women can and do have hemophilia.  The situation is 
very similar for both hemophilia A and B, so we’ll use 
“hemophilia” to refer to both, and “factor VIII/IX” to 
refer to either factor VIII or factor IX, as appropriate, in 
the rest of the article.

The lack of recognition of an obvious condition can 
make it difficult for women with hemophilia to be taken 
seriously about their disease.  This is not a small issue.  
Women with hemophilia are usually carriers, and it 
is estimated that there are up to five times as many 
carriers as there are men with hemophilia.  Another 
estimate is that at least one-third of carriers have factor 
levels below the normal range.  Although not all of 
them have bleeding problems, a significant number of 
them do.  Today, more and more hemophilia treatment 
centers (HTCs) are treating carriers.  However, there 
is still a general lack of information on bleeding 
tendencies and treatment options for women.

Carriers have a defective factor VIII/IX gene on one 
of their X chromosomes, which they can pass on to 
their offspring.  All of the daughters of a man with 
hemophilia are carriers, sometimes called obligate 
carriers.  On average, half of the daughters of a female 
carrier will also be carriers and half of her sons will 
have hemophilia.  The carrier daughters might or might 
not have hemophilia.  It depends on other things, most 
of which are not yet understood.

Chromosomes are structures in the nucleus of a cell 
that hold the genes.  Except for a few specialized 
types of cells, every cell in the human body has 46 
chromosomes which together hold a copy of all of the 
body’s genes.  Two of the chromosomes are the X 
and Y chromosomes, which determine the gender of 
a person.  The X chromosome is called that because 
it is shaped like an X and the Y like a Y.  Men have 
an X and a Y chromosome, and women have two X 
chromosomes.  Men inherit their X chromosome from 

their mother and their Y chromosome from their father.  
Women inherit one X from each.  The factor VIII/IX 
gene is located on the lower leg of the X that is missing 
on the Y chromosome.  Therefore, men have only one 
factor VIII/IX gene, but women have two, one on each 
X chromosome.

Because women have two X chromosomes, carriers 
usually have a second X chromosome that contains a 
normal factor VIII/IX gene.  It is only the rare carrier 
who has defective factor VIII/IX genes on both X 
chromosomes.  She would be the child of a carrier 
mother and a father with hemophilia; on average, 
half of their female offspring will have two defective 
factor VIII/IX genes.  These women unquestionably 
have hemophilia, even by old-school standards.  This 
situation may not actually be as rare as the medical 
establishment has assumed.  They look at the 
overall population and figure the chances a man with 
hemophilia will meet and marry a carrier is very small.  
This overlooks the fact that the hemophilia community 
has bonded together so that many hemophilia families 
know each other.  In the rest of this article, we’ll focus 
on the more common situation of carriers with one 
normal and one defective factor VIII/IX gene.

The idea that women do not get hemophilia comes 
from the fact that most carriers still have one normal 
factor VIII/IX gene.  Reasoning that males with one 
normal factor VIII/IX gene do not have hemophilia, it 
was thought that most carriers should also not have 
hemophilia.  However, this reasoning is faulty because 
it doesn’t take into account a phenomenon that has 
only more recently become appreciated.  It turns 
out that even though every cell in a carrier’s body 
contains a normal factor VIII/IX gene, those genes 
are not all active.  Because having two copies of every 
gene on the X chromosome could cause problems, 
the body has a mechanism to inactivate one of the 
two X chromosomes in women.  Therefore, a carrier’s 
cells will only contain one active factor VIII/IX gene; 
the other one on the inactivated X chromosome will 
not produce any factor.  This process is called “X 
chromosome inactivation” or “lyonization” after Mary 
Lyon, the researcher who discovered it.

Lyonization is normally a random process, so each cell 
has a 50-50 chance of having the active factor VIII/IX 
gene be the normal one.  Therefore, in the liver, where 
factor VIII/IX is made, about half the cells will make 
normal factor VIII/IX and half will make defective or 
no factor VIII/IX, depending on the gene mutation.  
Thus, a carrier will usually have approximately half of 
the amount of normal factor VIII/IX that a non-carrier 
woman has.  Several studies have found that the factor 
VIII/IX level in hemophilia carriers can range from 
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less than 1% to as high as 150% of normal (<0.01 
to 1.50 units/ml of plasma).  That encompasses the 
whole range from severe hemophilia (<1%) through 
moderate (1 - 5%) and mild hemophilia (5 - 40%) and 
the complete normal range of 50 - 150%.  Thus, just 
based on factor levels, carriers can have anything from 
severe hemophilia to no bleeding problems at all.

No one knows why one carrier might have a factor 
level of 25%, for instance, and another might have a 
level of 150%.  For persons without hemophilia, the 
actual level appears to depend on parameters such as 
blood type and body mass index, but those parameters 
do not seem to affect levels for men or women with 
hemophilia.  One thing that does appear to cause the 
extremely low factor levels seen in some carriers is a 
phenomenon called skewed X chromosome inactivation 
(sometimes called extreme lyonization).  Again, for 
reasons that are not well understood, the lyonization 
process may preferentially inactivate one of the X 
chromosomes.  If the X chromosome that is inactivated 
in more cells is the one with the normal factor VIII/IX 
gene, the carrier will primarily produce defective or no 
factor VIII/IX.  She will thus have a much lower level 
of normal factor VIII/IX in her blood than would be the 
case if the inactivation were 50-50.

Carriers with low factor VIII/IX levels bleed the same 
way and have the same kinds of problems as males 
who have hemophilia and similar factor levels.  They 
are susceptible to easy bruising, joint damage and 
bleeding problems after dental and surgical procedures 
among other things.  They can also develop inhibitors 

and target joints.  In addition, some women have 
excessive menstrual bleeding, a tendency toward 
miscarriages and excessive bleeding after giving birth.  
These are all issues that can be managed once it is 
accepted that they have a bleeding problem.

Bleeding in carriers can also be due to other bleeding 
disorders.  Just because a woman is a hemophilia 
carrier doesn’t keep her from having other bleeding 
problems.  Some carriers, for instance, might have 
von Willebrand Disease (vWD), which is much more 
prevalent in the general population than hemophilia.  
Many of the symptoms are similar between some types 
of vWD and hemophilia, so proper testing is important 
to establish the actual cause.

The nomenclature is also an issue.  In the past, carriers 
who exhibit bleeding problems have often been called 
“symptomatic” carriers, as though they have bleeding 
symptoms but are somehow different from males with 
actual hemophilia.  It is becoming more obvious that 
these women are not different.  They have hemophilia 
as shown not only by their bleeding symptoms, but also 
by their genetics and factor levels.

One recent study has shown that carriers tend to 
develop reduced range of motion (ROM) in their joints, 
just like males with hemophilia.  This indicates that 
they have suffered joint damage, presumably from 
bleeding into the joints.  The reduced ROM gets worse 
with age and in general is worse in proportion to the 
carrier’s factor level - the lower her factor level, the 
greater the reduction in ROM.

continued on page 8
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According to the usual criterion, people with factor 
VIII/IX levels above 40% are not considered to have 
hemophilia and don’t suffer joint damage.  However, 
a couple of the carrier studies have noted that women 
with factor levels in the 40 - 60% range sometimes do 
have bleeding problems and joint damage.  A similar 
occurrence can happen in men with hemophilia – the 
factor VIII/IX level does not always predict the severity 
of bleeding symptoms.  For example, some men 
classified as severe because their factor level is below 
1% bleed more like moderates, and some with mild or 
moderate levels bleed more severely.

With the recognition that carriers can have significant 
bleeding problems and suffer joint damage, it becomes 
more important to identify them, assess their bleeding 
tendency and offer them treatment, if needed.  Several 
studies have shown that women with bleeding problems 
are usually identified later in life than men.  Men with 
hemophilia are often identified after circumcision, soon 
after birth, while many women with hemophilia are not 
identified until later, depending on the severity of their 
condition.  Also, because of the incorrect perception 
that their bleeding is not as serious, only 27% of 
females with severe hemophilia B are on prophylaxis, 

according to the UDC database.

Many HTCs offer carrier testing, but often not until 
a woman has reached adolescence.  Since it is 
now known that joint damage can start to develop 
undetected at an early age, it would be beneficial to 
identify affected women early enough to help prevent 
those issues.  Other reasons that it is beneficial for 
carriers to know their status include decisions about 
participation in sports, taking certain medications like 
aspirin, getting tattoos or piercings and most of the 
other things that a male with hemophilia needs to 
consider.  Iron deficiency anemia also appears to occur 
more frequently in carriers.

The situation for women with hemophilia is slowly 
getting better, but there is still a lot of misinformation 
in the medical community.  In addition to the Coalition 
for Hemophilia B, the Hemophilia Federation of America 
and the National Hemophilia Foundation, as well as 
a number of concerned medical professionals, have 
all recognized that there are significant unmet needs 
among the women of the hemophilia community.  
Hopefully, with their continued advocacy and leadership 
women will be able to receive the care they need. 

Women with Hemophilia ... continued from page 7

Centers for Disease Control 
and Prevention
www.cdc.gov/ncbddd/blood 
disorders/women/research.html
“CDC collaborates with public and 
private organizations in conducting research to 
better understand bleeding disorders affecting 
women and girls.”

LadyBugs Foundation
www.ladybugsfoundation.org
“LadyBugs Foundation is 
a 501(c)3, not-for-profit 
organization, dedicated to serving 
Women with Bleeding Disorders.”

Foundation for 
Women & Girls with 
Blood Disorders
www.fwgbd.org
“The Foundation for Women & Girls with Blood 
Disorders seeks to ensure that all women and 
adolescent girls with blood disorders are correctly 
diagnosed and optimally treated and managed at 
every life stage.”

HFA Blood Sisterhood
www.hemophiliafed.org
“HFA is committed to 
providing women with the 
information and support they need to reach a 
diagnosis and continue that support through the 
stages of their life with a bleeding disorder.”

NHF Victory for Women 
with Blood Disorders
www.hemophilia.org
“Victory for Women (V4W) is 
NHF’s health initiative to address 
the critical issues faced by women with bleeding 
disorders.”

Internet Resources for Women    with Bleeding Disorders
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Von Willebrand Disease or vWD is a genetic 
bleeding disorder that affects the blood’s 
ability to clot properly.  Of all bleeding 
disorders, vWD is by far the most common, 

occurring in up to 3% of the U.S. population.  
According to the National Hemophilia Foundation, 
up to 2.5 million women in the U.S. have a bleeding 
disorder with many remaining undiagnosed.  VWD is 
found worldwide, in every culture and class, and is 
found equally in men and women.  It is passed along 
genetically, often affecting many members of the 
same family.

In a person with vWD, a protein called von Willebrand 
Factor (vWF) is low, missing, or does not function 
properly.  VWF is necessary in the clotting process. 
When bleeding occurs, blood cells called platelets 
adhere together to form a clot in an effort to stop 
the bleeding.  The function of vWF, which is attached 
to the factor VIII protein, is to help the platelets 
stick together so that the blood clot can be held in 
place.  Without enough vWF, the platelets can’t hold 
together, and the bleeding continues.

There are three types of vWD:

Type I 
The most common and generally the mildest form 
occurring in about 75% of all vWD patients.  In 
Type I, the body simply does not produce enough of 
the vWF.  A parent that has Type I vWD has a 50% 
chance of passing it to his or her child.

Type II
Occurring in approximately 15 – 30 % of vWD 
patients, the vWF itself is defective and is not able to 
carry out its function properly.  Type II has several 
subtypes within its category: 2A, 2B, 2M and 2N.  The 
difference in these subtypes is that each is caused 
by a different mutation in the gene.  The specific 
mutation determines the specific treatment.  A parent 
that has Type II vWD has a 50% chance of passing it 
to his or her child.

Type III
A patient with Type III vWD produces no vWF and 
also has low levels of the factor VIII clotting protein.  
Type III is inherited when both parents pass on the 
defective gene even if the parents’ vWD status is 
mild or undiagnosed.  Type III is the most severe and 
rarest form of vWD.

Symptoms
The symptoms of vWD depend upon the type and 
severity of the disease.  Most people with Type I have 
very mild symptoms; so mild in fact, that they are 
unaware that anything is wrong.  However in women, 
the likelihood of being diagnosed increases due to 
more obvious symptoms such as heavy menstrual 
bleeding and bleeding during or after childbirth.  
A person with vWD may experience some of the 
following symptoms:

• Frequent bruising from minor bumps or injury, 
often out of proportion to the injury

• Nosebleeds that seem to occur spontaneously 
and are difficult to stop

• Persistent bleeding from the gums
• Bleeding following a dental procedure
• Heavy and extended menstrual bleeding also 

called menorrhagia.  In up to 20% of women 
experiencing menorrhagia, the cause is due a 
bleeding disorder, usually vWD

• Blood in the stools or urine from gastrointestinal 
bleeding or from the kidneys

• Prolonged bleeding after an injury or surgical 
procedure

• Prolonged bleeding after childbirth
• Bleeding from a cut that takes longer than 15 

minutes to stop, continues to re-bleed and 
seems to takes longer than average to heal

• Bleeding episodes into joints or muscles that 
causes pain and swelling

• Bleeding into internal organs

Type III individuals may have all these symptoms 
as well as spontaneous bleeding, or bleeding for no 
apparent reason.  Additionally, they may experience 
internal bleeding into the joints and soft tissue, which 
causes pain and swelling similar 
to people with hemophilia.

Diagnosing vWD
Proper diagnosis of vWD is 
critical to ensuring that an 
appropriate treatment plan is 
established.  As mentioned, 
people with mild forms of vWD 
are often unaware they have 
the disease and only find out 

Women and vWD
By David McCormick, Pharm D.

and Kevin Simas, RPh, CPh

continued on page 10
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Menstrual pain and PMS 
medications women

with bleeding disorders 
should AVOID

Products containing 
Aspirin:
Anacin®

Anacin® Maximum Strength
Bayer® Aspirin products
Bufferin® products
Ecotrin®

Excedrin® products
Excedrin® Menstrual Complete
Pamprin® Max
St. Joseph® products
Vanquish®

Products containing 
Ibuprofen:
Advil® products
Midol® Liquid Gels
Motrin® products
Nuprin®

Products containing 
Magnesium Salicylate:
Pamprin® Cramp

Products containing 
Naproxen:
Aleve®

Anaprox®

Midol Extended Relief®
Pamprin® All Day

In addition:
All products containing non-
steroidal anti-inflammatory 
drugs (NSAIDS), such as 
aspirin, naproxen, ibuprofen, 
salicylates, and ketoprofen, to 
name a few.

A large variety of homeopathic 
and herbal products, vitamins 
and dietary supplements may 
also be contraindicated. These 
products are readily available 
with claims to “naturally” 
relieve symptoms of 
menstrual cramping, bloating 
and irritability, including 
menopausal symptoms.  
Carefully review these 
products with your health care 
professional prior to use, as 
many of the ingredients may 
result in increased bleeding.

when they suffer a significant bleeding episode as in the case of 
surgery, trauma, or childbirth.  However, due to the severity of the 
bleeding tendencies, those with Type III are often diagnosed early in 
life.  If vWD is suspected, a physician will discuss the various symptoms 
and review the patient’s medical history, which will include covering 
what prescription and over-the-counter medications are currently being 
taken.  A physical exam will be performed to look for any unusual 
bruising or signs of bleeding.  The physician will also look for evidence 
of liver or kidney disease, measure platelet counts and check iron 
levels to see if the patient is anemic.  If the physician suspects vWD, 
blood tests will be ordered to measure the level and type of the von 
Willebrand antigen, the ristocetin cofactor activity, factor VIII levels, 
and platelet functions.

Commonly, these tests will need to be performed two or even three 
times to get an accurate diagnosis.  Testing for vWD is difficult because 
hormone levels, blood type, and use of other medicines often affect 
results.  In addition, vigorous exercise and even the stress level of the 
patient at the time of the blood draw may skew the results.  If you or 
your physician suspects a bleeding disorder, a recommendation to a 
hemophilia treatment center or to a hematologist for proper testing 
should be requested.  Often, women fail to be diagnosed because 
doctors are unfamiliar with vWD, or they believe that only men can 
have bleeding disorders, or the woman herself does not recognize the 
symptoms as being abnormal.

Treatment
Treatment is based on the type of vWD as well as the severity level.  
For the majority of Type I patients that experience heavy menstrual 
cycles, bleeding can be successfully controlled with treatments that 
include oral contraceptives or a levonorgestrel intrauterine device 
(IUD).  These hormone-based therapies raise the level of vWD and 
may significantly lessen the amount and length of bleeding during a 
woman’s cycle.  Tranexamic acid or aminocaproic acid (Amicar™) may 
be prescribed for gastrointestinal bleeding, for mouth and nosebleeds, 
for specific medical procedures and for menorrhagia.  These acids 
work to help keep the clot from dissolving or breaking apart.  If heavy 
periods cause anemia, iron supplements may also be recommended.  
The most common medicine used to treat Type I bleeding is a synthetic 

Women and vWD ... continued from page 9
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Resources:

“ACOG Education Pamphlet AP134 -- Endometrial Ablation.” American 
Congress of Obstetricians and Gynecologists. Web. 21 Nov. 2009. 
<http://www.acog.org/publications/patient_education/bp134.cfm>.

“Bleeding Disorders.” Womenshealth.gov - 1-800-994-9662. Web. 21 
Nov. 2009. <http://womenshealth.gov/faq/bleeding-disorders.cfm>.

“Bleeding Disorders and Women.” Welcome to the National Hemophilia 
Foundation. Web. 21 Nov. 2009. <http://www.hemophilia.org/NHFWeb/
MainPgs/MainNHF.aspx?menuid=192&contentid=20&rptname=bleeding>.

“Bleeding events and other complications during pre... [J Thromb 
Haemost. 2007] - PubMed result.” National Center for Biotechnology 
Information. Web. 21 Nov. 2009.<http://www.ncbi.nlm.nih.gov/
pubmed/17403089>.

“OBGYN.net - von Willebrand Q and A.” OBGYN Women’s Health: 
Obstetrics, Gynecology, Menopause, Osteoporosis, Endometriosis, 
Mesothelioma, Hysterectomy:Health Forums. Web. 21 Nov. 2009. 
<http://www.obgyn.net/medical.asp?page=/ ENGLISH/PUBS/
ANNOUNCEMENTS/VWD_Q_A>.

Project Red Flag - Women’s Bleeding Disorders - von Willebrand Disease 
(vwd). Web. 21 Nov. 2009. <http://www.projectredflag.org/index.htm>.

“Von Willebrand Disease |.” EmpowHer - Women’s Health Online. Web. 
21 Nov. 2009. <http://www.empowher.com/media/reference/von-
willebrand-disease>.

“Von Willebrand disease (VWD).” National Heart, Lung and Blood 
Institute. Web. 21 Nov. 2009. <http://www.nhlbi.nih.gov/health/dci/
Diseases/vWD/vWD_WhatIs.html>.

Taking Steps to Manage vWD

• Get educated. Learn all you can about your 
specific condition.  An undertaking of the 
National Hemophilia Foundation, Project Red 
Flag (www.projectredflag.org) is a group 
devoted to women with bleeding disorders 
and is an excellent source of information 
and educational materials.

• Avoid prescription and over-the-counter 
medications that affect blood clotting.  
Be sure that you do not take medicine 
that contains aspirin, also referred to as 
acetylsalicylic acid or ASA.

• Inform your physician, dentist and 
pharmacist that you have vWD.  Together, 
your health care professionals can guide you 
and take the necessary precautions in your 
care.

• Wear a medic alert bracelet or necklace 
so that your diagnosis is known in case of 
emergency.

• Utilize a safe exercise program, work out 
regularly and maintain a healthy weight to 
help prevent long-term damage to joints.

• If you have a child with vWD, let people 
that are responsible for your child, such as 
teachers, coaches and babysitters know 
that he or she has vWD.  Explain how vWD 
affects your child and what symptoms 
may be more common for her or him.  
For example, if your child commonly has 
nosebleeds, consider showing the caregivers 
the proper method of stopping a nosebleed.  
If your child experiences frequent bruising, 
explain so they understand that this is not 
unusual for your child.  Being forearmed 
with knowledge helps ensure that those 
responsible for your child will know how to 
react to a minor bleeding episode and in the 
event of  an emergency.

hormone called desmopressin (DDAVP® or Stimate®).  
Desmopressin is commonly administered via intranasal 
(nasal spray) or by an injection into a vein and works by 
helping your body release more vWF and factor VIII into 
the bloodstream.

Patients with Type II vWD will require a different 
treatment protocol depending on the subtype of their 
diagnosis.  Type III is usually the most serious type 
of vWD and is treated similarly to moderate or severe 
Type II.  For those with a mild or even moderate level 
of vWD, desmopressin may work well.  However, for 
those with severe vWD or those that do not respond to 
desmopressin treatment, clotting factor replacement 
therapy may be required.

Although being pregnant usually does not pose a 
problem for a woman with vWD, the delivery of the 
baby may be more difficult.  Women with vWD have 
an increased risk of postpartum bleeding, which may 
result in requiring a blood transfusion.  However, it is 
manageable.  By consulting with your hematologist and 
obstetrician before you get pregnant, steps can be taken 
to minimize the risk of complications during childbirth.  
In addition, consider working with an obstetrician that 
specializes in high-risk pregnancies and a medical center 
that has a high-risk obstetrics unit for the birth.

For those women who do not plan on having more 
children an endometrial ablation, which is a procedure 
that destroys the lining of the uterus, may be considered 
to help stop the blood loss if other treatments fails.  
Additionally, a hysterectomy may be recommended.  
In the U.S., however, over 30,000 hysterectomies are 
performed yearly because of bleeding problems.  It is 
suspected that many of these are due to the women 
actually having a bleeding disorder that may have been 
treatable by means other than a hysterectomy.

Although still under-diagnosed, more women are seeking 
answers for the bleeding problems they live with.  
Together with education, self-advocacy and the support 
of medical professionals, von Willebrand Disease can be 
successfully treated allowing the many women suffering 
from the often debilitating and embarrassing symptoms 
to lead more energetic and active lifestyles. 
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Concordia Bulldogs

GPAC Pole Vault Champion Won’t
Let Disorder Hold Her Back

By Jake Knabel
Director of Athletic Communications
Concordia University, Nebraska
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Cassie Starks keeps raising the bar.  Literally.  
Despite having hemophilia B, the senior from 
Haigler, Nebraska, has elevated herself to the 

level of Great Plains Athletic Conference champion, 
All-American and school record holder.  Her genetic 
disorder, shared by her father Rick, may prevent her 
blood from clotting normally and cause her to take 
longer to heal from injuries, but it hasn’t prevented 
her from improving her personal best in the pole vault 
by a gargantuan four feet since arriving at Concordia 
University.

“Few women get it,” Bulldog pole vault coach Jason 
Berry said of Stark’s disorder.  “Of those women who 
get it, the number of them that are willing to risk 
competing in athletics is even smaller.  What she’s 
done, having a disorder that is not conducive for 
heavy training like this, is pretty amazing.”

Injuries limited her in her first three seasons at 
Concordia, but healthy now as a senior, Starks has 
flourished.  Already the program record holder 
in the indoor pole vault, she equaled the outdoor 
record by jumping 12’ 6” in a first-place and National 
Association of Intercollegiate Athletes-leading effort 
at the UNK Loper Invite on April 4.

A former sprinter, Starks brings speed and 
gracefulness to the runway.  She’s become one of 
the nation’s top female vaulters, fueled by Berry’s 
tutelage, a burning desire to be at her best and a 
passion for the sport that spawned when she began 
vaulting as a junior at Dundy County-Stratton High 
School in southwest Nebraska.

“It was kind of a random thing,” Starks said.  “I 
thought it looked fun so I wanted to try it.  I ended 
up doing okay for our high school.  I tied our high 
school’s record, which was only 8’ 6.”  It wasn’t 
anything special, but I really enjoyed it.  I came to 
Concordia mostly for sprints.  Then Coach Berry got 
me more and more into it.  I fell in love with the 
sport.”

Stark’s rise to GPAC champion could not have been 
foretold during missteps when even a tweaked ankle 
caused her to sit out for lengthy amounts of time.  
But she never let hemophilia stop her.  This year she’s 
found the right formula.  She gets pre-meet infusion 
treatments designed to prevent injury and she always 
tapes her ankles at the advice of Berry.

Beyond her considerable athleticism, Starks 
possesses a work ethic that goes above and beyond 
as well as a keen attention to technical details vital 
to the success of any pole vaulter.  According to 
the Mayo Clinic, “contact sports are not safe for 
people with hemophilia.”  While Starks may not 
have a linebacker trying to knock her into another 
dimension, her success depends upon plenty of 
physical toil – and she’s not shying away.

“I haven’t had to pull back a whole lot,” Starks said.  
I’m just staying healthy all around – eating well and 
taking care of my body as well as my mind.  It has 
really impacted me positively.”

Despite the disorder and her modest high school 
personal best, Starks quickly drew the attention of 
Berry.  The veteran pole vault coach saw the potential 
for greatness and the need to adapt to the dynamics 
associated with Starks.

“It soon became obvious she was going to have 
huge success in the pole vault,” Berry said.  “It also 
became apparent that we had to treat her training a 
little differently.  We give her rest periods and keep 
her out of some meets.  Her body needs the extra 
time to recover.”

But you won’t hear Starks complain about it.  The 
biology major does not broadcast her condition.  At 
the same time, she’s comfortable in her own skin.  
Her increased willingness to talk about her disorder is 
part of her impressive growth both as a person and 
athlete.

Considering her high degree of toughness, Starks’ 
success comes as little surprise to Berry.  “There are 
a lot of kids that come in with the desire to do well,” 
Berry said.  “Very few have the determination and the 
drive to actually do it.  She came in with the desire.  
She had a few extra hills to climb over to make it 
happen, but she definitely had the determination and 
drive to do it.  She’s a tough cookie to work through 
everything she has.”

And work is exactly what Starks plans to continue 
doing.  She wants to eclipse 13 feet, shatter the 
school record, claim another GPAC title and bring 
home her second All-America plaque.  If anyone ever 
said a person with hemophilia couldn’t be a top-
flight athlete, Starks didn’t listen.  She says others 
who have such a disorder, or something like it, can 
conquer it.

“I would tell them that you can do it,” Starks said.  “It 
sounds like a big obstacle to overcome, but actually 
being injured has really helped me.  Having to sit out 
was how I learned more about the sport.  Even if it 
doesn’t seem like a benefit at the time, it still helps 
you in the long run.  You just have to stay positive.”

That positive attitude has been a necessity in the face 
of injury.  Berry says a team full of athletes with her 
drive and competitive fire would be “amazing.”  

“I’ve coached some amazing vaulters,” Berry said.  
“She sets herself apart in that she’s a tenacious, 
driven competitor.  You don’t expect some high school 
kid coming in at 8’ 6” to walk in here and end up 
getting the school record.” 
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Most women with bleeding disorders 
struggle for the diagnosis.  According to 
NHF’s Victory for Women an average of 
16 years pass before a woman is properly 

diagnosed.  Sixteen years of suffering, bleeding 
and being told it must be something else because 
women don’t have hemophilia.  On that front I was 
fortunate, having been diagnosed in 1977 at the age 
of 5.  At the time it was almost unheard of for a girl 
to receive an official diagnosis of hemophilia.  After 
all, hemophilia was a “male disease.”

For the next 15 years nearly every doctor dismissed 
my diagnosis.  “That’s impossible, women can’t have 
hemophilia” was heard time and time again.  At 20 
years old I gave birth to my son and as I checked 
into the labor and delivery department, I again told 
the doctors about my hemophilia.  And again I heard, 
“That’s impossible.”  Due to misinformed doctors, I 
ended up enduring excessive bleeding.

My son was born with severe hemophilia and 
through his diagnosis, we began seeing an amazing 
hematologist.  Our new doctor was extremely 
proactive and for the first time, treated my 
hemophilia as aggressively as he did my son’s.  Over 
the next few years, I had a number of joint and 
muscle bleeds - some of which were spontaneous, 
some related to injuries.  Being taken seriously felt 
remarkable - I was treated as needed and never 
worried about not being listened to.  Unfortunately, 
our hematologist left the treatment center and I was 
once again left to fend for myself.  It took some time, 
but eventually I found another doctor 4 hours away.  
Worth the drive for my annual visit, the center works 
well with me.

Fast forward to my 30’s, I’m working and traveling 
quite a bit, and I began to notice something that 
was not normal for me.  I was having swelling 
issues, mostly in my legs and feet, and mainly while 
traveling.  My primary care physician seemed to 
think it was normal and prescribed water pills.  Over 

time the symptoms progressed.  I was swelling even 
while at home.  I tried a new doctor.  I asked that 
they check everything; kidneys, thyroid and anything 
else that might contribute.  This was not normal, yet 
all my tests came back normal.  I was prescribed 
more water pills.

During this time I also began to have knee bleeds 
with my right knee developing into a target joint.  
For weeks, I infused prophylactically.  At times I 
needed to infuse every 12 hours or the bleeding 
would begin again.  Although I continued to work 
with my hematologist it seemed nothing was helping. 
The daily pain began to affect every part of my life.  
Traveling, exercising, climbing stairs, even walking 
had become painful.  The infusions, cryo cuff and 
RICE (rest, ice, compression and elevation) were 
only short-term solutions.

Over the next six months I focused on trying to get 
control of whatever was going on with me including 
having an inhibitor test, which was negative.  
Thinking that building muscle around the joints 
would strengthen my knees and prevent bleeding, 
I struggled painfully at the gym with the lightest 
of weights.  I threw myself into a yoga routine and 
even that was excruciating most days, but I just kept 
plugging along.  Finally, I began to see improvement. 
The pain was beginning to lessen and I was thrilled.

Unfortunately, my joy was short-lived.  The frequent 
bleeds began to return, along with the pain.  Once 
again, I was thrown into a cycle of infusing and RICE.  
By now, it had been 5 years that I had struggled with 
bleeds and pain.  I had questions and no answers.

Finally, the pieces began to fit in place.  Sitting 
at home one afternoon paging through a local 
community newsletter, I read an ad for a Texas-
based vascular center located near my home.  The 
ad had several bullet points on vascular disease and 
specifically varicose veins.  It stated that vascular 
disease was progressive and the earlier it was 

Vascular Disease: 
The Hidden Danger and My Journey for a Diagnosis

By Tammy Davenport
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treated, the better the outcome.  Now keep in 
mind, I was a yogi who attended at least 3 yoga 
classes a week along with strength training and 
had been working with a personal trainer trying to 
strengthen my knees.  It had been very painful, but 
I felt strongly that this was on the right path.  I had 
one little varicose vein above my right knee, maybe 
an inch long, but I decided I’d have it checked 
anyway.

I made an appointment for a consultation and 
diagnostic ultrasound.  I was floored, absolutely 
shocked with the results!  According to the 
ultrasound, I had varicose veins in both legs.  The 
left leg was actually larger than the right, but the 
integrity of the right was worse.  Where I should 
have less than half a second backflow in my veins, 
my right leg had 7.5 seconds of backflow.  At the 
time, I didn’t realize what that meant, except it 
sounded dreadfully bad to me.  The vascular center 
was going to work with my insurance to make sure 
that the procedures recommended were covered 
and I was sent home with a pair of uncomfortable 
and frankly, unstylish compression stockings.

While awaiting word from my insurance, I began 
to research varicose veins and vascular disease.  It 
was enlightening.  When I thought about varicose 
veins, I envisioned women with a mainly cosmetic 
issue, right?  WRONG.  It is often a painful, 
progressive condition according to Dr. William Fox, 
Vascular and Interventional Radiologist at Hamilton 
Vein Center in Kingwood, Texas.

Much to my amazement, I learned that veins 
leak.  That’s right, the veins leak fluid and blood, 
causing swelling in legs.  According to Dr. Fox, as 
pressure in the veins increase, red blood cells leak 
through small holes in the veins.  This was not 
good news for someone with a bleeding disorder.  I 
called the treatment center nurse in San Antonio 
to discuss my newfound revelation.  My theory was 
that the bleeding I had been experiencing was not 
coming from inside the joint, but from the veins 
surrounding the joints.

The ultrasound showed the vein above my right 
knee appeared to be in significantly worse condition 
than the left.  This also explained why no amount of 
factor or RICE seemed to provide lasting relief.  It 
had not occurred to any of my physicians that the 
swelling and knee bleeds could be related to my 
circulatory system.  I felt enormous relief that after 
5 long years, I may have finally found the answer.

I asked Dr. Fox to help shed some light on the 
subject of vascular disease and varicose veins.
He graciously agreed:

TD:  Can you define “vein disease” and explain the  
symptoms and complications?

 
WF: Vein disease is a medical condition affecting 

more than 30 million Americans that develops 
when the valves that keep blood flowing out 
of the legs and back to the heart become 
damaged or diseased.  Healthy leg veins 
contain valves that open and close to assist 
with the return of the blood back to the 
heart.  Once damaged, the venous valves will 
not close properly and blood begins flowing 
backwards towards the feet – a condition 
known as venous reflux.  Signs and symptoms 
of vein disease include leg heaviness and 
fatigue, pain, restless leg syndrome (RLS), 
night cramps, edema (swelling), skin changes, 
rashes, darkening of the skin and venous 
ulcers.

Published data suggests that two years after 
treatment, 96-98% of the treated veins remain 
closed and free from reflux, the underlying 
cause of varicose veins.  While infrequent, 
there are some complications that include 
deep vein thrombosis (DVT), endovenous heat 
induced thrombus (EHIT), phlebitis, cellulitis, 
non-closure, pulmonary embolism and 
ulceration.

TD:  What causes the achy feeling many describe?

WF: Symptoms caused by venous reflux or venous
insufficiency are related to the increased 
pressure within the veins and ultimately the 

continued... page 16
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surrounding tissues.  People who have venous 
insufficiency can have symptoms even 
without visible varicose veins.  In more severe 
cases, chronic venous insufficiency (CVI) 
may result in leg swelling, skin darkening 
or hyper-pigmentation, skin thickening or 
lipodermatosclerosis (scarring and thickening 
of the fat and skin), and even open sores 
called ulcers.

TD:  What causes hyperpigmentation?
 
WF: Hyperpigmentation is one of the many signs 

of vein disease and is caused by hemosiderin 
deposition.  It is the leaking of red blood cells 
into the tissues through small holes in the 
vein walls that causes the skin staining known 
as hyperpigmentation.  There is an increased 
blood flow in the area of the skin changes.  
However, despite an increase in blood flow 
there is a decreased delivery of oxygen and 
life-giving food to the tissues.

TD:  Are there always signs or symptoms of 
varicose veins, and are they progressive?

WF: Vein disease can be present with one or 
several symptoms.  In fact, half of vein disease 
patients do not have any visible signs like 
varicose veins, so they are unaware that their 
veins are even the cause of their leg pain and 
other symptoms.  Many physicians also do not 
realize that the underlying cause of patients’ 
symptoms is vein disease, so they prescribe 
“Band-Aid” treatments that do not address or 
treat the source of the problem.  Vein disease 
is a progressive medical condition; symptoms 
worsen over time and require medical 
intervention.  The good news is that there is 
treatment available to help at all stages of the 
disease.

The purpose of sharing my story is to raise 
awareness of the risk.  With so many people in the 
general population diagnosed with vein disease, I 
was certain that the bleeding disorder community 
should be aware.  The complications of varicose 
veins can have an enormous negative impact on 
someone with a bleeding disorder, as my story 
shows.  I am still recovering from complications 
of prolonged bleeding into my knees.  Due to not 
having a diagnosis early on, I now have synovitis, 
arthritis and a Baker’s or popliteal cyst behind my 
knee joint.  This growth fills with synovial fluid 
when inflammation in the joint (typically arthritis) 

causes it to produce excessive fluid.  It is painful, 
and while there is treatment, my orthopedic 

surgeon said it would be a cure until the underlying 
cause of the inflammation is treated.

As Dr. Fox stated, half of all people diagnosed with 
vein disease have no symptoms.  Finding out that 
my veins were leaking was scary, yet enlightening.  
After years of pain and hundreds of needle sticks, 
I finally have an answer.  With much relief, I am 
able to say I am on my way to a better quality of 
life and looking forward to the day I can go without 
pain from the simplest of movements.  I have been 
diagnosed with chronic venous insufficiency.  In 
layman’s terms, it means veins have problems 
sending blood from the legs back to the heart, and 
is an ongoing concern.

Medical professionals doubt further vein issues 
can be completely prevented, but with proper 
lifestyle changes I may be able to delay more 
surgical procedures.  For me, this means continue 
to exercise and maintain a healthy weight, no 
prolonged sitting or standing and raising my feet 
above my heart regularly.  Dr. Hamilton, who 
founded the Hamilton Vein Center in Texas stated 
that many patients have undergone various 
treatments and physical therapy for knee pain prior 
to being treated for varicose veins.  Even in non-
bleeding disorder patients, the procedures relieve 
the pain in the knee joints.

My hope is that the bleeding disorder community 
becomes more aware of these types of issues and 
the complications that can arise from something 
seemingly unrelated to their bleeding disorder.  
Having this knowledge allows for better decision-
making and can lead to a diagnosis that results in 
appropriate treatment. 

Vascular Disease: continued from page 15
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My daughter and son-in-law traveled out of 
the country for a week during which I  
   was given the opportunity to walk in 
      their shoes as a caregiver to a 

7-year-old boy with severe hemophilia and an 
inhibitor.  My daughter wrote out step-by-step 
instructions on how to mix and administer the 
medications, and provided me with an instructional 
video.  I practiced administering factor a few times 
and when it came time for my daughter to travel, I 
felt confident and prepared.  We also set up a way for 
her to watch me infuse while overseas.

As we soon discovered, the best-laid plans don’t 
always work.  First, there was a nine-hour time 
change so when I was giving him medicine it was 
in the middle of the night for her and the Internet 
connection was very spotty.  I wasn’t worried as I 
had read and reread the instructions many times; 
however, I was aware that my doing it correctly was 
critical and I felt a great weight on my shoulders.  It 
could be very serious if I left air bubbles in the line 
or if I didn’t maintain a sterile space.  My grandson 
depended on me to do it right.  After I finished 
infusing the first dose, I started second guessing 
myself…did I do the saline and heparin right?

On the second day I needed to give him a different 
medicine with a larger volume requiring infusion 
via a pump.  With the instructions at my side, I was 
following along step-by-step.  While infusing, my 
grandson asked why I was pushing the medicine 
into his port.  I replied he needed his medicine 
and proceeded to complete the infusion.  In that 
moment I realized he was trying to say the factor was 
supposed to go through the pump.  I was terrified I 
had hurt him!

His treatment center was not yet open for the day so 
I called the after hours number, left a message and 
waited for them to get back to me.  As I anxiously 
waited, I tried not to show my grandson how worried 
I was.  Within a few minutes, I received a call back 
asking if my grandson was acting differently or having 
any swelling in his extremities, which he was not, but 
I stayed glued to him for over an hour assessing how 
he felt.  I was so scared.  Ninety long minutes later, 
his doctor called and informed me if a reaction were 
to have happened it would have taken place within 
the first five minutes.  As I finally began to relax, my 
thoughts turned to the many times my daughter and

son-in-law had to deal with similar times of stress 
during the past seven years.  This young boy’s life 
depends on them doing the right thing.  What a huge 
responsibility!  Thankfully, the next doses throughout 
the week went much better.

I also caught a glimpse what it was like to deal with 
a child who wants so much to just be a little boy - to 
run and play, but instead being told to ‘walk’ since he 
was just improving after a serious ankle bleed.  One 
night he said to me, “Grandma, you don’t understand 
what my life is like.  I want to be like everyone else.”  
It broke my heart to hear him say this.

Because of his behavior with the babysitter one of the 
days that week, he didn’t get a prize that his parents 
had left for him.  It was so hard to let him suffer 
those consequences.  I didn’t give him the prize, but 
it was so difficult not to give in and feel sorry for him 
because of the things he struggles with in his life.  My 
grandson and his parents will deal with this all their 
lives or until a cure is found.

I gained a new respect for my daughter and her 
husband who cope with this day after day, year 
after year.  My heart goes out to them and to all the 
families who are dealing with a bleeding disorder 
and an inhibitor.  I was thankful for the opportunity 
to spend a week with my wonderful grandson and 
have a new appreciation for all he and his family               
go through. 

My Week of Experience as a
Hemophilia Parent

By Pamela Mako
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Fre q ue n c y
Normal menstrual cycles can range from 21-35 days, 
the average cycle lasts 28 days.  To determine the 
frequency of cycles, the first day of menstrual bleeding 
(day 1 of cycle) should be noted in a calendar for 
several cycles to see if a pattern develops.

If a woman’s complete cycles are shorter than 21 days 
or longer than 35 days (on a regular basis), or if she is 
experiencing bleeding or spotting in between periods, 
a woman can consider her periods to be abnormal.  
She should be evaluated by her provider.

Leng t h
Normal menstrual bleeding during each cycle can last 
2-7 days, with the average woman’s period lasting 
3-5.  To determine the length of her period, a woman 
simply counts the number of days that she bleeds.  
This should be done for a few cycles to be sure each 
cycle is similar in length.

If a woman has a period lasting less than two days or 
more than seven days, she can consider her periods to 
be abnormal and she should seek the consultation of a 
medical professional.

F l ow
Normal amount of blood loss during a menstrual 
period is up to 80 mL, with the average period 
producing 10-35 mL.  Measurement of the total 
amount of blood flow during a menstrual cycle can be 
difficult unless a woman uses a menstrual cup instead 
of pads or tampons.

Try estimating the amount of flow by keeping tabs on 
how many pads/tampons you soak during your period. 
Completely saturating a normal-sized tampon can be 
estimated as approximately a 5 mL loss...so saturating 
up to sixteen normal tampons during the course of 
your period is considered the very top end of normal.

An y t h i n g E l s e ?
Yep.  You should also keep track of how often you 
change your menstrual products during days of the 
heaviest flow, note the size of any clots and the color 
of your flow from cycle to cycle.  Repeatedly soaking 
a tampon or pad in less than an hour during your 
cycle, seeing clots that are larger than a quarter or 
experiencing a change in the usual color of your flow 
are all signs that you need to discuss your period with 
a medical professional.

It should be noted that the color of your flow may vary 
during a single cycle.  Keep track of the color of your 
flow each day that you are bleeding and compare it 
to the color of your next periods.  A variation is a sign 
that your period is abnormal.

Keeping tabs on all of this info may seem like a 
daunting task, but the benefits of knowing your 
“normal” cannot be taken lightly.  You’ll feel confident 
knowing that your cycle is regular for you and that this 
part of your body is functioning properly.  Likewise, 
you’ll be able to help identify possible medical 
conditions that present themselves as changes to your 
regular cycle. 

By Di n a  W i t t e r ,  RN

Knowing whether you have a normal or abnormal period is a big deal...your period can affect 
your quality of life and can be a signal that something more is going on inside of you.  In 

some instances, women with abnormally heavy menstrual bleeding are actually suffering from 
a bleeding disorder.  So how do you know if your periods are normal?  What is heavy?  The 
three basic factors used to assess menstrual cycles are frequency, length and flow.

Dina Witter is a registered nurse at the Comprehensive 
Bleeding Disorders Center in Peoria, Illinois.

To contact Dina:  
dwitter@compbleed.com; 309-688-1345

How to Know
What is Normal
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As long as I can remember bleeding symptoms 
have been present in my life; menorrhagia, 
severe clotting with menses, painful, swollen 

joints and spontaneous bruising on my body.  Yet I 
had never given thought to the idea that I could have 
a bleeding disorder.  When I was young, my mother 
inquired about the pain in my joints and the doctors 
just wrote it off as growing pains or possibly arthritis.  
Treatment never progressed any further than that.

As I grew older and as part of my cultural 
upbringing, I learned to just suffer silently.  The 
women in my family were taught to not speak 
publicly about troubling issues; it is a sign of 
weakness.  We were taught to pray, get care if it was 
accessible and carry on with life.  As an adult, though 
I suffered, I was silent and did not complain about 
my health challenges.  At the time I was a practicing 
occupational therapist traveling from outpatient 
clinics to homes and schools providing treatment for 
persons in need of therapy.  Every now and again I 
would take pain pills, but they irritated my stomach 
and caused even more bleeding symptoms.  I found 
myself missing work often.

Three years after I married my husband, I became 
pregnant with our first child.  Off and on, I bled 
through the entire pregnancy.  My obstetrician 
dismissed my symptoms stating that some women 
experience similar issues during pregnancy, 
especially their first, and advised me not to 
worry.  When the day came, my son Blake was 
born via emergency C-section due to high blood 
pressure, inability to dilate completely and my 
baby’s deteriorating vitals.  Although my son had a 
low Apgar rating, it improved quickly.  After being 
heavily medicated, I awoke in extreme pain, horribly 
bruised, sore and still bleeding.  This continued 
for twenty-three days.  My doctor decided I was 
exaggerating and going through some psychosocial 
emotional issues after this difficult first delivery.  
Needless to say I found a new physician.

Three-and-a-half years later, I experienced very 
similar circumstances with the birth of my daughter 
Connor.  I bled on and off throughout the pregnancy, 
during delivery and postpartum as well.  My 
obstetrician felt my family physician should be the 
one to determine the reason for the bleeding.  When 
I followed up with him, he didn’t take my complaints 
seriously either.  I felt like no one cared.  I decided to 

leave my obstetrician and spoke to my family doctor 
regarding the excessive bleeding, but did not get a 
satisfactory response.  I found myself falling back 
into that cultural norm of keeping quiet and not 
mentioning such challenges.  As taught, I prayed and 
carried on with my life.  What happened next finally 
broke the silence.

I was involved in a terrible car accident.  Fortunately 
I survived, but predictably, bleeding issues began.  
Only this time the doctors actually listened as I 
recounted my history of bleeding problems.  At 
long last, I was given an official diagnosis - factor 
7 deficiency.  Soon I was referred to a wonderful 
hematologist, with whom I continue to remain in her 
care.

Receiving access to quality health care has changed 
my life and I have become very passionate about 
helping other women avoid the issues I faced.  I 
almost had to lose my life in a car wreck before 
getting properly diagnosed and treated.  My 
experience has taught me to speak up and never 
stop advocating for my needs.  We’ve come a long 
way in recent years, but there is still more to be 
done.  We no longer have to live in pain and shame.  
We must keep sharing, talking and networking for 
the best care possible!  By working together and 
advocating for our needs, we can greatly improve 
healthcare for women with bleeding disorders - truly 
a victory worth celebrating! 

Silence is NOT a Virtue
By Connie Graham 
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Although I have lived with 
von Willebrand’s Disease 
(vWD) all my life, I was 

not diagnosed until the age of 
32.  While my bleeding disorder 
is typically considered mild, it 
certainly doesn’t seem very mild 
when I am having a major bleed.

Life before diagnosis meant 
having severe bleeds with no 
real treatment.  Cycles of terrible 
nosebleeds, mouth bleeds and 
extremely heavy periods often 
made me afraid to leave the 
house.  When I had my first child, 
I hemorrhaged twice and nearly 
died.  My doctor told me what I 
experienced was a rare occurrence 
that wouldn’t happen again.  Eight years later, I gave 
birth to my second child and hemorrhaged again.  
My doctor admitted he had no idea why this was 
happening, but felt I should not risk having any more 
children.  He referred me to a surgeon to schedule a 
hysterectomy.

When I met with the surgeon, I gave him my history 
and explained to him that if he was going to do 
the surgery, he needed to be prepared for me to 
hemorrhage.  The doctor told me that there was 
no need to get hysterical or panic.  He promised he 
would take good care of me and that I just needed to 
relax and let him do his job.  I let him know I was not 
panicking or hysterical.  In fact, I felt calm, not afraid of 
surgery and certainly not afraid of him.  I said, “I just 
want you to understand how things are in my world. 
You cut…I bleed.”

The day after surgery I began to hemorrhage severely. 
The surgeon ran in and as I was rushed to the 
operating room, he said to the nurse, “My God!  She 
told me this was going to happen and I didn’t believe 
her!”

“Are you a believer now?” I asked him.  By the time 
I got to the operating room, I had lost a lot of blood.  
Since I required specific blood that the hospital did 
not have, the highway patrol had to transport some 
to the hospital from across the state.  The surgeon 
decided there wasn’t time to wait for the blood to arrive 
so the surgery proceeded without it.  I had suffered 
significant blood loss, but thankfully, the blood arrived 
just as the surgery was concluded.  Before discharging 
me from the hospital, the surgeon referred me to the 

Connecticut Bleeding Disorders 
Center at University of Connecticut 
Medical Center in Farmington, 
Connecticut where I was finally 
diagnosed with vWD.

Since my diagnosis, I was able 
to do extensive research to help 
me understand my disorder and 
treatment options.  Along the 
way I have learned that every 
person with a bleeding disorder 
has different needs.  Therefore, we 
each need to develop our own plan 
for living with a bleeding disorder.  
Here are a few suggestions that 
have helped me.

1. Have a good support system.
My husband and I married in 1996.  

Since my diagnosis, he has learned everything 
possible about vWD and how he can help me in the 
event of a bleed.  This has truly been a blessing and 
I no longer have to bear the burden on my own.  
Now, if I have a bleed, all I say is, “I’m having a 
bleed,” and he jumps into action, gathering my 
supplies.  With nosebleeds, he immediately checks 
the time so he will know when we should head to 
the hospital if the bleeding has not stopped.

Networking with others who share my diagnosis has 
also been very beneficial to me.  When discussing 
issues related to bleeding disorders, I often find 
myself saying, “You understand.  You have been 
there too.”  While people without a bleeding 
disorder may be empathetic, they cannot truly 
understand what it is like to walk in our shoes.

I have also come to rely heavily on my Regional 
Care Coordinator from Matrix Health Group.  It is 
very comforting to know I can call my coordinator 
at any time to discuss issues and receive 
reassurance.  Keeping a good support system 
means you will never have to walk the bleeding 
disorder road alone.

2. Maintain a ready “bleed kit.”
Keep a container ready with everything you may 
need for a bleed.  Keep the kit in a specific place so 
your family or support person can readily find it if 
needed.  Keep a travel kit at the ready as well and 
don’t leave home without it, even if you are out to 
run a few errands.  There is no predicting when or 
where a bleed will occur.

Living With a Bleeding Disorder
by Barbara Gregory
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3. Have a plan of action.
Since my husband is usually nearby, 
we have developed a system whereby 
when I begin to have a bleed, we 
each have our specific jobs to start 
treatment.  He also knows exactly 
what needs to be done to monitor the 
progress of the situation and when 
it is time to head for the hospital or 
treatment center.

4. Be prepared for nosebleeds.
I go through cycles of very severe 
nosebleeds and when I am having one 
of these “gushers,” a wad of tissue is 
not very effective.  Consider keeping 
small hand towels on hand - dark colors 
are best. These towels work better to 
absorb the rush of blood and the blood 
doesn‘t show as much on the dark 
color.  I keep one in my car and in my 
purse.  If I happen to be out in public, 
I can pull out my dark colored towel 
to cover my nose and head for the car 
without upsetting people by dripping 
blood everywhere.

5. Establish a relationship and keep in 
    contact with your treatment center 
    or physician’s office.

They are your best resource for help 
with managing your bleeding disorder.  
Notify your treatment center any time 
you plan to have a medical procedure.  
They will coordinate with the physician 
to develop a treatment plan to prevent 
excessive bleeding.

6. Find medical professionals that are 
willing to work with you.
Ask your primary care physician, 
dentist and any other new doctor you 
see if he or she is familiar with bleeding 
disorders.  If not, are they willing to 
learn and work cooperatively with 
your treatment center?  If you are not 
convinced in the doctor’s confidence 
and willingness to work with your 
hematologist, you may need to find 
another doctor.

While these considerations work for me, 
each person must develop their own plan 
to meet their specific needs.  By having a 
good plan of action, you can feel free to 
live your life and do whatever you want 
to do without the constant fear of, “What 
if I have a bleed?”  As much as possible, 
I live my life as if I don’t have a bleeding 
disorder.  I can do this because I know 
when a bleed happens I am prepared to 
deal with it.  I am living my life fully even 
with my bleeding disorder. 

A Stitch in Time
February 2015 was a record-setting month in 

northeastern Ohio.  We had the coldest, the most 
days of sub-zero temperatures, the coldest wind 

chill temperatures and the most snow in February on 
record.  I consider Ohio winters to be pretty tough as far 
as the cold and snow are concerned, but this year we 
outdid ourselves.  I preface our quilting story with this to 
let you know we broke another record as the Amish and 
Mennonite community of Ohio came together on February 
25th - one of the coldest days of  the season - to create the 
most beautiful quilt to be auctioned at the Northern Ohio 
Hemophilia Foundation’s Black and Blue Ball.

We gathered at Beachy’s Country Chalet Restaurant in 
the lovely village of Sugarcreek, Ohio for a day of sewing, 
laughing and sharing stories.  Biogen, represented by Julie 
Lacey, generously sponsored our continental breakfast 
and lunch served family style by owner Dave Beachy.  
Our community members generously donated funds to 
purchase all the supplies – sincere gratitude to Carlos and 
Ruth Garcete, The Ohio Floor Company, Carlisle Printing 
and especially to our dear friend Verna, who pieced the 
quilt top in record time.

The beautiful quilt was designed with a denim and diamond 
theme reflective of the 10th anniversary of NOHF’s Black 
and Blue Ball, where it was auctioned to raise funds 
benefiting the chapter’s programs.

When we held our first quilting party in 2011, I wrote about 
it and said, “…a tradition is born,” and indeed, here we 
are together for the fifth straight year!  Each quilt brings 
another new face or two, and our fun just grows! 
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The Coalition for Hemophilia B is known for hosting 
many fantastic educational and supportive 

events for the hemophilia B community.  Having 
previously held retreats for the men, the concept 
of a women’s retreat stemmed from a conversation 
among caregivers, spouses and women with bleeding 
disorders.  After much discussion, the need became 
exceedingly apparent for a retreat where women had 
the opportunity to learn tools they can use in their daily 
lives.  With sponsorship from Pfizer, Kim Phelan, Vice 
President of the Coalition and her team began to create 
the vision for a women’s retreat in Carefree, Arizona.  
During the weekend of April 10-12th, the Coalition for 
Hemophilia B’s First Women’s Retreat came to fruition. 
Cheryl Ashmore and Tina McMullen were among the 
37 fortunate women in attendance and share their 
thoughts:

It was more than a retreat - it was a priceless 
bonding session where lifelong friends were made 

as well as reconnections with dear soul mates found 
through a previous Coalition event in 2008.  It was 
invaluable to spend quality time and share personal 
stories with my blood sisters.  We attended several 
pertinent and valuable workshops and seminars 
from which we all took away a new awareness and 
knowledge of empowerment and strength.  In addition 
we were spoiled by the Coalition with chair massages, 
a champagne toast including tiaras to make us feel 
like queens, an old fashioned barbecue as well as a 
traditional ladies tea, formal hats included.

All of the women who attended share the same life and 
challenges that outsiders just don’t “get.”  It warmed 
my heart, soothed my soul and gave me peace on a 
level that occurs rarely.  It doesn’t get any better than 
that.  Thanks to Kim Phelan and the team for all of their 

hard work preparing and attending to our every need 
and want on a weekend we will never forget!
~ Cheryl Ashmore

A lovely weekend from start to finish!  As a mom 
of a son with severe hemophilia it was so nice to 

have time to bond with other women in our community 
and to have the chance to focus on us was incredible.  
During the weekend we had the opportunity to further 
enrich our knowledge with sessions on Financial 
Health by Noah Kendriks, Express Yourself presented 
by Wendy Wollner, Managing Depression and Anxiety 
presented by Maria Iaonne and Nutritional Healing by 
Andrea Piraino.  We learned so much about each other 
as we worked through each of the informative sessions.

We enjoyed chair massages, Chakradance, yoga 
and time at the pool.  One of my favorite highlights 
was a ladies tea, where everyone donned wonderful 
hats and enjoyed finger sandwiches and, of course, 
tea.  Our Taste of Tuscany dinner on Friday night was 
unbelievable and I didn’t think it could get better until 
Saturday night when we had a cookout for dinner.     
With conversation around a warm fire pit, it gave us a 
true “Western” feel.  The team building exercise was 
just wonderful as we broke into several teams and had 
20 minutes to build a free-form standing tower with 
material consisting of 20 spaghetti sticks, a yard of 
masking tape, a yard of twine and a marshmallow for 
the top!

The Coalition for Hemophilia B gave moms, wives, 
sisters, girlfriends and women with hemophilia a 
weekend that will not soon be forgotten.  The Coalition 
truly out did itself with an amazing weekend and we are 
very thankful for it.
~ Tina McMullen

A
  Women’s
               Retreat
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The Gateway to the West proved to also be The 
Gateway to a Stronger Community.  Held March 
26-28, 2015 in St. Louis, Missouri, Hemophilia 
Federation of America (HFA) organized an impressive 
combination of education and social activities for the 
bleeding disorder community.

Since its inception in 1994, the Hemophilia 
Federation of America has been consistent in it’s goal 
of encouraging the community to Being Involved, 
Asking Questions and Taking Action, and this year’s 
symposium goal was no exception.

HFA continues to highlight our desire to grow and 

educate ourselves offering a wide variety of topics 
for everyone in our community.  I found the Blood 
Sisterhood track especially exceptional in shedding 
light on the fact that women in our community are 
uniting to raise awareness, promote research and 
have their long-silent voices be heard.

The staff at the booths of our Matrix Health Group 
companies – Matrix Health and Medex BioCare, 
Factor Support Network and Homecare for the Cure 
– enjoyed spending time with everyone that came 
by for a visit.  We look forward to seeing everyone 
March 31 to April 2, 2016 at next year’s Symposium 
in Las Vegas! 

Hemophilia Federation of America
By Tammy Davenport



24 Summer 2015 

Tennessee
Stephen Lawrence and David Tignor
Matrix Health and CSL Behring hosted an 
educational dinner on March 13th at The Butcher 
Shop in Cordova, Tennessee.  Before the program 
started, families were able to enjoy a meal and 
network with one another.  As everyone finished 
their meals, Diane Dimon, DrRS, a Common Factors 
Advocate, gave a presentation on Anxiety and Stress 
Reduction.  She described how meditation could be a 
coping skill to successfully reduce stress and anxiety.

Diane addressed 
the research on 
stress and anxiety 
and helped us 
understand how 
survival techniques 
are hardwired into 
our brain and how 
we can train our 
minds to adapt in 
situations causing 
stress and anxiety.  
She discussed how we should consider the different 
perceptions we have that might cause stress and 
anxiety, and explained how science has shown we 
experience the world in the way we perceive it.  She 
demonstrated examples of ways our minds work and 
spoke about changing the way we perceive situations 
to manage stress and anxiety.  She then provided

the audience with three 
levels of meditative 
stress reduction where 
everyone participated in 
the techniques.

The evening concluded 
with Todd Grayson, CSL 
Behring’s Manager of 
Coagulation Products 
for Tennessee and 
Alabama, offering 
information about CSL Behring’s resources and 
products, while we discussed the services that Matrix 
Health provides and offered information to attendees.

Illinois
Lisa Miller and Eva Kraemer
Over 150 people attended the 26th Annual Swing 
into Spring Gala on March 14th in support of 
the Bleeding Disorder Alliance Illinois (BDAI), 
which provides medical information and resources 
encouraging children and adults with hemophilia and 
other inherited bleeding disorders to live a healthy 
and active lifestyle.  The gala grossed over $75,000 
with $12,000 raised through silent and live auctions 
and $6,000 for camperships.

The BDAI held this event at The Carlisle, a banquet
facility located in the western suburbs of Chicago. 

  Matrix
 on the Move!

Mishael and Jayson participate in a 
meditation activity.

Top row: Eva Kraemer, Stephanie M., Lisa Miller, 
Sharon S., Bottom Row: Jim M., Carl and Kathi D.

Will and Cyndy visit the Matrix 
Health Group booth.

Friends Lily, Miracle and Alisha love
getting together at community events!
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The classic charm and elegance of The Carlisle set the 
tone for beautifully dressed guests to enjoy a festive 
night, which included delicious hors d’oeuvres, roast 
sirloin and chicken dinner, and a wonderful chocolate 
mousse parfait dessert.  The evening featured a 
silent and live auction of incredible values, as well as 
raffles, music and dancing.  This event has become 
an integral part of the foundation’s fundraising efforts, 
raising crucial dollars needed annually to deliver their 
mission of improving the quality of life for persons 
affected by bleeding disorders, and Matrix Health 
Group was proud to be a sponsor.

California
Sid Ramirez and Gaby Zamora
The Hemophilia Foundation of Northern California 
hosted its Annual Family Education Day 2015 at 
the Children’s Hospital Oakland on March 21th.  
Family and friends from far and wide came together 
to take part in a number of activities enhancing 
their knowledge and comprehension of bleeding 
disorders as well as bolstering the tight-knit sense of 
community.  Teens had a wonderful time participating 
in Baxter’s CEO Program.  They were able to work on 
timely issues relevant to academic pursuits for higher 
education in a team-fostered environment.  We 
enjoyed speaking with many visitors who came by to 
play our Bleeding Disorders Jeopardy Game.  It was 
an all-around great day!

Illinois
Eva Kraemer
Bleeding Disorders Alliance Illinois (BDAI) and Biogen 
hosted a program in English and in Spanish about 
Navigating Financial Aid at Maggiano’s Little 
Italy in Oak Brook, Illinois, on March 19th.  About 40 
inquisitive community members came out to learn 
more about where to find financial aid for higher 
education, how to use different search engines 
to broaden your possibilities and the numerous 
scholarships available to anyone willing to take the 
time to apply.  Matrix Health Group is proud to offer 
several scholarships to deserving students.

The exchange of information between novices 
and experts was thrilling, giving one a sense of 
pride; this kind of exchange is exactly what these 
programs are designed to do.  We came away with 
the understanding there are many ways to get help 

financing 
higher 
education - it 
just takes a 
little initiative, 
dedication 
and follow-
through.  Let’s 
not forget, 
there’s a lot of 
support to be 
had along the 
way.

Ohio
Rania Salem
Members of the Central 
Ohio Chapter of NHF 
gathered on March 
20th at Supergames in 
Worthington, Ohio for their 
Annual Open House.  
After enjoying a pizza party, the kids hit the ground 
running to enjoy all the exciting games and giant 
indoor inflatables while parents visited with the 
community vendors.  The open house provides us an 
opportunity to meet and get to know the leaders of 
our chapter.  We spent time with past and new board 
members, discovering the special talents they bring 
to the chapter.  We appreciate the members on our 
board and their hard work does not go unnoticed.  
We also learned about and are excitedly anticipating 
the events the chapter has in planned for us this year 
- stay tuned to learn more!

California
Heather Messerly
On the beautiful Saturday of March 21st, 
the Hemophilia Association of San Diego 
County hosted its Annual Family Education Day.  
This awesome event was held at the San Diego Zoo 
Safari Park in Escondido, California where we enjoyed 
a wonderful turnout 
and excellent speakers.  
The day began with a 
continental breakfast and 
the opportunity to mingle 
with others in addition to 
visiting with folks at the 
industry booths.

After the children departed for their special programs, 
Chapter President Sean Pentz began the educational 
portion of the day’s program followed by speakers 
who shared a lot of information with community 
members, creating a learning opportunity for all.  
Boxed lunches were provided when the children 
returned from their adventures and then everyone 
was free to explore Safari Park for the rest of the day.  
It was a wonderful event!

Jim S., Jen P., José I., Eva Kraemer, Shari 
S., Cory R., Seated: Cortez R., Cory R. Jr.

Factor Support Network’s GJ Walley, Gabriela 
Zamora, Marina Vera and Heather Messerly 

with Homecare for the Cure’s Gaby Griffin and 
Karl Score all together for the March 21st event.



California
Heather Messerly
On the evening of 
April 2nd, The Ice 
House Comedy 
Club in Pasadena 
held a Stand-Up 
for Hemophilia 
night. It was an 
evening of stand-
up comedy all in 
the name of raising 
money for the 
southern California 
hemophilia community and E2AC, a non-profit 
organization that produces cause-motivated 
entertainment to combat psychosocial obstacles faced 
by those minority health and/or social communities.  
E2AC represents Entertainment 2 Affect Change.  
What a great acronym!

I was lucky enough to attend this full house event 
and found myself laughing all evening long.  Stand-
up comedians included Kivi Rogers, Hal Sparks, Thom 
McGillen and Carlos Alazraqui - big names in the 
world of comedy.  We all look forward to more events 
like this in the southern California bleeding disorder 
community!

Ohio
Susan Moore
The denim and diamond-
themed Black and Blue Ball 
evert took place on April 10th at 
the Ritz Carlton in Cleveland, 
Ohio.  This was Northern Ohio 
Hemophilia Foundation’s 10th 
Anniversary Ball, and oh, 
what a night!  Starting with 
mouthwatering hors d’oeuvres 
to a delectable sit-down dinner, 
which included scrumptious 
desserts, everyone also enjoyed 
an open bar, silent auction items 
galore and so much more!  
We were entertained by the 
beautiful voice of Elijah Johnson, 
a talented young man with a 
bright future.

Our auctioneer was also a man 
of talent – he was loud, he was 
exciting and he commanded 
the attention of everyone in the 
room as he auctioned off one 
thrilling piece after another.  
Items included vacations, 
a chef’s dinner for ten, a 
private sailboat tour, sporting packages, a Cleveland 
Browns autographed football, the traditional hand-
crafted quilt made with talent and love from the 
Amish community and much, much more.  To raise 

additional funds 
the night included 
a game of Heads 
or Tails, the Grid 
Game, a Techno 
Raffle and Bruise 
Bags.  Yep, you 
read that right 
– we sold Bruise 
Bags.  One of 
the black and 
blue bags held 
the winning 
prize, a pair of 
lovely diamond 
earrings!  This has become the chapter’s signature 
fundraiser and we must give recognition to Tanya 
Ricchi, recently appointed Executive Director, for her 
magnificent leadership.

Illinois
Eva Kraemer
The Bleeding Disorder Alliance 
Illinois (BDAI) hosted its annual 
Statewide Education and 
Fun Weekend on Saturday, 
April 11 at the Chicago Marriott 
O’Hare Hotel.  Because Of… 
was the theme, encouraging 
everyone to think about what it 
means to be part of the Illinois 
bleeding disorder community.  
Bob Robinson, DBAI Executive 
Director gave a warm welcome, 
and with him at the podium 
was a well-known face to our community.  Laurie 
Kelley, President of LA Kelley Communications, Inc., 
elegantly reminded the audience of where we were, 
and then discussed where we are now and why.  
Michelle Rice, Vice President of Public Policy and 
Stakeholder Relations at the National Hemophilia 
Foundation discussed in detail, the “why” segment.  
She elaborated on access to care and how to keep 
the benefits and providers one has, in light of the 
current changes to insurance.

After lunch a large group talked about Advocating for 
Access, followed by a Community Forum; including 
lively role-playing conversations with insurance 
providers.  Breakout sessions included Self-Infusion 
101, Blood Sisterhood Rap Session, Disclosure in the 
Workplace, Blood Brotherhood group and a session 
dedicated to lessons learned by a mom raising her 
boys to be happy, healthy and productive adults.

As the education-packed day drew to a close, families 
enjoyed a fun dance and dinner to share stories, 
laugh, network with families from all around Illinois 
and of course, dance.  Because of a bleeding disorder, 
the community is able learn from one another, lean 
on and grow in ways no one could have imagined.  
We at Matrix Health Group were glad to participate.

26 Summer 2015 

One very exciting 
auctioneer!

Happy Humberson Family

Statewide fun!
Gina W. and Eva 

Kraemer

Smooth-voiced,
Elijah Johnson.
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Illinois
Eva Kraemer
The Illinois bleeding disorder 
community was out painting 
downtown Chicago red in 
honor of World Hemophilia 
Day on Friday, April 17th.  
Bleeding Disorders Alliance 
(BDAI) and Biogen hosted 
a spectacular event at the 
Wyndham Grand Chicago 
Riverfront, on the 39th floor 
Penthouse Ballroom so all 
could witness as the opposing 
Wrigley Building was lit up in 
red in recognition of World 
Hemophilia Day.

The image of beauty was 
extended inside as each family 
was given canvas and paints 
while being guided to create their own unique work 
of art, representing that together, anything can be 
accomplished.  The evening was magical and I was 
appreciative to spend this enchanted time with so 
many wonderful people.

Michigan
Bonnie Culver
It was a beautiful sunny weekend in Michigan for 
the Hemophilia Foundation of Michigan’s annual 
Springfest at the Bavarian Inn in Frankenmuth, 
Michigan.  The start of our fun-filled weekend began 
on Friday, April 17th - World Hemophilia Day.  Biogen 
sponsored a wonderful painting event called The
Art of Community: Shining Bright for Hemophilia.  We 
partnered up and created our own fabulous paintings 

while enjoying appetizers.  
This Friday night event was 
new to Springfest and I vote 
to keep it!

Saturday was filled to 
the brim with educational 
sessions and exhibits.  The 
morning sessions included 
Road to Managing Your 
Healthcare Independently, 
Managing Chaos, New to 
Bleeding Disorders and a 

von Willebrand rap session.  In the afternoon we 
learned about Negotiating the Insurance Maze in 
Michigan, Getting Unstuck: Overcoming Roadblocks 
to Intimacy and Relationships, Hepatitis C-Navigating 
New Treatments, Persistent Pain: Considerations for 
the Hemophilia Community, Reproductive Health and 
Cultural Influences along with many more topics!

On Saturday evening, Baxter sponsored Light 
the Night Reception.  This family event included 
socializing, fun and food for everyone!  Activities 
included target shooting, giant slinkies, a cozy area to 
relax and watch a movie and a fountain of chocolate 
for those after-dinner goodies!  On Sunday following 
breakfast, we were treated to complimentary 
massages.  I can’t think of a better way to spend a 
weekend.  Homecare for the Cure was proud to be a 
sponsor – we look forward to Springfest 2016!

Pennsylvania
Tina McMullen
Elegance is the Only Beauty 
That Never Fades, a quote 
made famous by the elegant 
Audrey Hepburn, was the 
theme for the 36th Annual 
Luncheon and Fashion 
Show hosted by the Eastern 
Pennsylvania Chapter (EPC).

Over 240 lovely ladies 
enjoyed a wonderful spring 
afternoon on April 18th at 
the Whitemarsh Valley 
Country Club in Lafayette 
Hills, Pennsylvania.  The day 
included a luncheon, fashion 
show, amazing raffle items 
and fun door prizes.  The fashion show promoted 
styles from Marlene’s Dress Shoppe of Collingswood, 
New Jersey and was produced and choreographed 
by BOC Productions featuring junior models from 
the EPC.  Motivational Speaker Vaughn Ripley 
addressed the group of cheerful women with words of 
inspiration.

The Fashion Show Committee along with Executive 
Director Curt Krouse and his staff did a sensational 
job.  This is an exciting event for all the ladies to look 
forward to next year!

Virginia
Paul Brayshaw 
and Terry Stone
The Hemophilia 
Association of 
the Capitol Area 
(HACA) hosted 
the First Annual 
Wine Tasting, 
Fundraiser and 
Raffle on April 19 

Biogen lights up the 
Wrigley Building to 

commemorate World 
Hemophilia Day!

Murali and Sridevi share their artistic 
abilities with Eva Kraemer.

Ismael finds a friend!

Fashion statements by 
Pat, Victoria & Megan... 

beautiful, beautiful, 
beautiful!

HACA Board of Directors
Dana Brayshaw, Meg Bradbury  

and Paul Brayshaw.



with great success.  Over 
42 attendees helped to 
raise a glass, and raise 
$15,000 at the Union 
Street Public House in 
Alexandria, Virginia.  
According to Ms. Karen 
Krzmarzick, Executive 
Director, “As one of only 
two fundraisers HACA holds 
per year, these dollars will 
help pay for summer camp 

transportation, registrations for the annual national 
meetings and gatherings of the newly-revived 
women’s group.”  The wine tasting replaces the golf 
tournament held for 21 years, and HACA plans to 
raise a glass again in 2016.

Illinois
Eva Kraemer
Pain can be a daily 
manifestation for 
someone with a 
bleeding disorder.  
With that in mind, 
Bleeding Disorders 
Alliance Illinois 
(BDAI) and Novo 
Nordisk hosted a 
program entitled Pain Management 101, facilitated 
by John Urgo, RN, BSN of RUSH University Medical 
Center Hemophilia Treatment Center.  Nestled in 
a friendly environment, Seasons 52 in downtown 
Chicago provided excellent atmosphere evoking 
plenty of good discussion.

We talked about the importance of knowing how 
to describe the pain sensation being felt, when the 
pain is bleed-related and tracking the pain.  All 
these techniques can help better manage the pain, 
promoting better physical and mental health.  The 
program was fantastic; many interesting questions 
were asked and helpful answers were received.

Tennessee
Stephen Lawrence and David Tignor

Together, Matrix 
Health and 
Bayer hosted 
an educational 
dinner on April 
24th at Peerless 
Restaurant 
in Knoxville, 
Tennessee.  
Michael Rosenthal, 

National Director of the World Federation of 
Hemophilia USA and a Bayer Healthcare speaker, 
facilitated an educational program entitled Transition 
Ignition.  During and after dinner, Michael provided 
icebreakers allowing everyone to introduce and share 

something about him or 
herself.  Michael offered 
an opportunity for people 
with bleeding disorders, 
parents, siblings, spouses 
and caregivers to share 
personal feedback about 
what having a bleeding 
disorder in their family 
means to them.  Michael 
shared the feedback, 
leading to discussions 

of transition, independence, insurance, physicians, 
and other issues those with bleeding disorders and 
their family’s experience.  He challenged teens to 
take more responsibilities for their healthcare and 
parents to prepare them for the transition.

Michael closed the program with a special activity, 
giving everyone a chance to express one wish they 
had for our bleeding disorders community.  The 
activity consisted of having a person express their 
wish, and while holding the end of a roll of toilet 
paper would toss the roll to another person with 
the same wish.  This continued until everyone 
in the group formed a zigzag web, illustrating 
the network that strengthens and keeps our 
community together.

Florida
Chad Brown
The Wingmen Foundation held their second annual 
Orlando Classic Golf Tournament fundraiser on 
April 25th, at the Twin Rivers Golf Club in Oviedo, 
Florida.  The tournament format was a four-man 
scramble with a shotgun start - meaning all teams 
start at the same time from their appointed holes.  
For our non-golfers this means a team of four golfers 
individually hit their ball and then agree which has 
the best position for the next hit as a team.  They 
all hit individually again from that best position, 
continuing until they get the ball in the hole.  Just 
like standard play, the goal is to drop the ball into the 
hole with the least amount of swings.  Although it 
seems the round’s score should be better than if each 
golfer were playing individually, it is sadly not always 
the case.

The tournament hosted 13 teams - 52 golfers.  All the 
golfers had a great time enjoying the side contests 
on various holes that included Longest Drive, Closest 
to Pin, and Guess How Many Golf Balls are in the Jar.  
My personal favorite was the Tin Cup Contest.  This 
competition comes from the movie Tin Cup with Kevin 
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Tracy P, Iwona D and Carol T. stop for 
a smile with Eva Kraemer

William and Landon

Josh Tyler and Taylor

Paul Brayshaw and 
Baxter’s Allison Raymond.



Costner where 
golfers had to 
play a particular 
hole using only 
their 7 irons.

At the 
conclusion of 
the 18 holes 
played in the 

perfect weather 
of our sunshine 
state, golfers, 
organizers and 
volunteers joined 
for a reception 
featuring delicious 
Cajun food from 

Tibby’s New Orleans 
Kitchen, a silent 
auction, raffles, and 
the announcements 
of the tournament 
and contest winners.  
Proceeds raised 
from this event 
benefit the Wingmen 

Foundation’s Financial Assistance Services Program 
for sports fitness needs with a portion donated to 
Kicking Cancer’s Butt.  We thank all involved in this 
fantastic day and look forward to seeing everyone 
next year!

Nevada
GJ Walley
The Nevada Chapter of NHF’s Spring Education 
Fest on April 25th was attended by approximately 175 
people and brought together families from across the 
state to the Circus Circus Convention Center in Las 
Vegas for an educational, fun-filled day.  Attendees 
spent time visiting industry booths and chose from 
educational sessions in advocacy, empowerment and 
patient choice, which were also offered in Spanish. 
While the adults were occupied, the younger crowd 
enjoyed their own educational sessions before having a 
blast at the world famous Adventuredome Theme Park.

Factor Support 
Network teamed 
up with Jennifer 
Roberts, 
Patient Care 
Coordinator of 
the Hemophilia 
Treatment 
Center of 
Nevada to 

display the advantages of enrolling with the center 
and receiving excellent service through FSN as the 
contract pharmacy.  We are pleased to be a part of 
this important event hosted by the Nevada Chapter, 
and look forward to being involved in 2016!

Tennessee
Cyndy Coors and Shannon Cassada
On April 25th Matrix Health 
Group, along with Baxter, 
partnered with TC Thompson 
Hematology Clinic to host a fun 
educational event at Coolidge 
Park in Chattanooga, Tennessee.  
Although the forecast predicted 
storms, it turned out to be a 
beautiful day for the families 
with bleeding disorders.

April Morris with Baxter’s 
hemophilia division led the 
group in discussions and an 
informal talk on hemophilia 
genetics.  After lunch Matrix 
Health handed out bubbles 
for the children to play with and tickets to ride the 
park’s carousel.  We thank the TC Thompson staff 
for making this event possible and we are especially 
grateful to Dr. McManus, Stephanie Bratton and Sue 
Ellen Cyphers for all their hard work and dedication.  
We eagerly look forward to our next event!

Tennessee
Shannon Cassada
Every year Matrix Health Group is proud to 
sponsor a team in the Tennessee Hemophilia and 
Bleeding Disorders Foundations annual Music City 
Golf Classic at Westhaven Golf Club in Franklin, 
Tennessee.  The weather of April 27th was just right- 
not too hot, not too cold - the day could not have 
been more perfect.
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Jennifer Roberts and GJ Walley

1st Place Winners!

2nd Place

3rd Place

Stephanie B. and 
Dr. McManus

April M. and Leah L. with
Shannon Cassada and Cyndy Coors.

Alden D., Eric Lambing, Jerry D. and Dustin B.



Activities began with the hitting of some range balls 
and consulting with Perry Parker, a golf prof who has 
hemophilia.  Following their time on the course, the 
players enjoyed a barbecue dinner while listening to 
Perry Parker’s inspirational and extraordinary story 
about his accomplishments in life and how he didn’t 
let hemophilia get in his way.

This was a wonderful event for a great cause and we 
look forward to participating again next year!

Michigan
Bonnie Culver 
On April 30th I had the pleasure of hosting a Special 
Needs Planning dinner at the Spartan Hall of 
Fame Café in East Lansing, Michigan.  Sponsored by 
Kedrion, the dinner was well attended.  While the 
children were treated to their own special dinner 
and a movie featuring The BoxTrolls, adults were 
engaged in listening to some exceptionally interesting 
speakers.  Guest speakers Lu Paletta, a financial 
services professional with MassMutual MidMichigan 
and Catherine Jacobs, Estate Planning/Elder Law 
Attorney with Cottrell & Jacobs PLC, discussed 
financial and legal 
planning for people 
with disabilities and 
special needs.  Catherine 
tells us, “Our holistic 
approach involves 
a disabled person’s 
network of advisors 
in the development of 
a life care plan that 
can help the disabled 
person maintain the lifestyle he or she needs.  A Life 
Care Plan is a coordinated program of future care 
planning, financial and legal strategies for people 
with disabilities and their families.  Developing a 
life care plan is not something you should expect 
to accomplish in a few visits with your advisors.  A 
Life Care Plan continually changes throughout an 
individual’s lifetime.”

There were many excellent questions with noteworthy 
discussion.  I could not have asked for a better group 
of people to spend my evening with.

California
Karl Score, Gabriela Griffin, Marina Vera,          
GJ Walley and Terry Rice
Families affected by hemophilia from all over 
Southern California gathered at the Knott’s Berry 
Farm Hotel in Buena Park, California to be educated, 
uplifted and encouraged by experts as the Hemophilia 
Foundation of Southern California held their Annual 
Family Information Day on May 2nd.

Several subjects were covered including Special 
Education: 504 vs IEPs, Giving to Charity and Longer 
Acting Factor Products.  Of special interest was Dr. 
Tom Howard, who spoke of his research to find a cure 

for hemophilia.  
He and his 
colleagues are 
developing a 
technique in 
which a patient’s 
blood is drawn, 
special cells are 
extracted from 
the blood, the 
gene defect is 
then repaired 
and the cells 
are reinserted 
into the patient’s bloodstream.  The repaired cells 
theoretically reproduce and begin producing factor, 
thereby curing hemophilia! What a celebration we will 
have!

After the event the families were set loose to enjoy 
the rest of the day and evening at Knott’s Berry Farm.  
Many thanks to the Hemophilia Foundation of Southern 
California for this well-done and informative event.

North Carolina
Sue Cornaire, Brad Nolan   
and Peggy Gay
The Holiday Inn Fayetteville, 
North Carolina was the place to be, as Hemophilia 
of North Carolina hosted its Annual Meeting and 
Educational Day.  Chad Brown and Matthew 
Compton, two Matrix Health Group team members, 
were guest speakers on a panel discussion entitled 
Beyond Our Community: Breaking Barriers, Reaching 
Dreams and Staying Positive.  Other sessions 
included Blood Brotherhood, Spouses and Loved 
Ones, SOAR Program for women and girls with 
bleeding disorders, and a parent’s roundtable.

The afternoon brought us a session on Living Well 
with Inhibitors sponsored by Novo Nordisk, which was 
very enlightening.  The evening ended with a dinner 
and Families on Stage event with an exciting evening 
of circus-themed activities, from plate spinning to 
partner-juggling and much more!  We had a great 
time meeting new friends in the community and 
seeing familiar faces as well!

Tennessee
Shannon Cassada and Cyndy Coors
The Tennessee 
Hemophilia and Bleeding 
Disorder Foundation 
hosted the Be a 
Factor 5K in Loudon, 
Tennessee on May 2nd.  
For the last few years as 
representatives of Matrix 
Health Group, Regional 
Care Coordinator Cyndy 
Coors and I staff our 
exhibitor booth.  This 
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Friends, Steven and Jeremiah

GJ Walley brings smiles to young ladies 
Elizabeth and Jackie at the FSN booth.

Cyndy Coors and Shannon 
Cassada staff the Matrix 

Health booth.



year I decided to run the 5K with 
my running buddy, her husband 
and my sister while Cyndy 
agreed to cheer us on.  We each 
set personal records and placed 
in the top 3 of our age group!  
My running partner placed 1st 
and I placed 2nd in our age 
group, her husband placed 1st in 
his age group and 10th overall, 
while my sister placed 3rd in her 
age group.

It was a blast to run for a 
cause so dear to my heart. A 

special thank you to coordinators Greg and Dusty 
Jameson for all their hard work.  You can bet I will be 
participating again next year!

California
Heather Messerly
Hemophilia Association of 
San Diego County held their 
biggest fundraiser of the year, 
the Annual Cinco de Mayo 
Tournament for a Cure on 
May 5th.  The tournament was at 
the very elegant Crosby Club in the heart of Rancho 
Santa Fe.  Everyone participating enjoyed a day on 
the course while raising funds for a great cause.  I 
was lucky enough to be a volunteer, assigned to hole 
16, aka the Perry Parker hole.  Everyone knows who 
Perry is – world renown golf pro with hemophilia 
who has played many professional tours across the 
US and Europe.  As golfers arrived at hole 16, they 
were able to make a donation to the Association so 
Perry could take their swing for them and give them 
pointers on improving their golf stance and swing.  
Priceless!

The event boasted a wonderful turnout with many 
community and industry members taking part.  
Following the rounds of golf, a delicious Mexican 
buffet was served and a silent auction commenced.  
This was an awesome day and I look very forward to 
being part of this event again next year!

Pennsylvania
Tina McMullen
The Eastern 
Pennsylvania Chapter 
of The NHF held their 
Annual Family Dinner 
at the Hilton Hotel City 
Avenue in Philadelphia 
on May 5th.  Over 400 
people attended this 
event, which featured 
an exhibit hall and 
dinner program.  The 
agenda included an 
update on hemophilia 

research by guest speaker Dr. Patrick Fogarty of the 
University of Pennsylvania, and a presentation by 
Patrick Collins, CSL Behring’s Director of Public Policy 
for North America, who spoke on advocacy.  It was an 
informative and enjoyable evening for the families of 
the Eastern Pennsylvania Chapter.

Michigan
Bonnie Culver
Hemophilia Foundation of Michigan 
sponsored Lansing Days 2015, 
a day of advocacy, at the State 
Capital on Wednesday, May 6.  
Guests were grouped together by area and were 
able to meet with state Representatives and a few 
Senators.  I had the pleasure of being a part of this 
group, attending morning and afternoon sessions with 
a nice lunch squeezed between the two.  This year’s 
talking points included:
• Specialty Tier Legislation, to be introduced in the 

coming weeks
• The passing of various state bills limiting what 

insurance companies can charge per month for 
specialty drugs

• The importance of clotting factor products, and 
their expense

• The importance of maintaining funding for 
Children’s Special Health Care Services and the 
ramifications if it were no longer available to our 
community.

In concluding our meetings, we offered legislators our 
chapter as a resource for questions about bleeding 
disorders and left a packet of information including 
how to contact Hemophilia Foundation of Michigan.

Tennessee
Stephen Lawrence and David Tignor
Novo Nordisk and Matrix Health hosted an 
educational dinner on May 15 at the Palm 
Restaurant in Nashville, Tennessee.  Susan Geraghty, 
Nurse Coordinator with the University of Colorado, 
Denver Hemophilia and Thrombosis Center presented 
HERO: Strength in Numbers.  The acronym ‘HERO’ 
stands for Hemophilia – Experiences - Results - 
Opportunities, and references a study in which people 
worldwide were asked how hemophilia has impacted 
their lives.  The hope is that these shared experiences 
will demonstrate creative ways of giving inspiration to 
individuals and families living with hemophilia.
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Susan cited multiple 
examples from her 
personal experience 
as an HTC nurse 
and from the HERO 
study.  A slide show 
presented information 
regarding HERO study 
results.  Sessions 
centered on topics 
about the importance 

of prophylaxis for a better quality of life, physical 
activity such as exercise and sports, the pros and 
cons of sharing information regarding one’s bleeding 
disorder with an employer, IEP and 504 facts.  An 
IEP is a Individualized Education Program and a 504 
is a documented plan used by schools to provide 
appropriate accommodations for children with 
medical conditions.  The shared information initiated 
conversations among attendees about their own 
personal experiences.

After the presentation concluded, the involvement of 
attendees’ conversations continued among multiple 
generations of families living with hemophilia.  They 
spoke about incidents with schools and employers, 
experiences with certain sports their children 
participated in, and shared advice on things that 
worked and didn’t work in various situations.  This 
program effectively demonstrated its goal in using the 
power of the community to convey and adapt ideas 
to live well with a bleeding disorder.  Matrix would like 
to thank Novo for allowing us to participate in this 
program.

Washington DC
Paul Brayshaw and
Terry Stone
The Hemophilia Association of 
the Capital Area (HACA) hosted 
its Annual Family Education 
Day for its members on May 
16.  Held at the Washington 
Marriott at Metro Center 
Washington DC, the meeting 
was filled with great content, 
and included sessions such as 
Honoring Our Past, Building Our Future by Richard 
Pezzillo of the Hemophilia Federation of America.  
Attendees learned about Strength in Numbers – 
How Has Hemophilia Impacted Your Life, and were 
challenged by self-reflection with a session entitled, 
Are You a Good Consumer: The Do’s and Don’ts 

of Pharma 
and Homecare 
Relationships by 
Michelle Rice.  The 
day concluded 
with a guided 
sightseeing tour 
of Washington DC.

May 16, Florida
Peggy Gay
The 8th Annual Hemophilia Foundation of Greater 
Florida Tampa Bay Clot Trot kicked off at Al Lopez 
Park in Tampa at 9:00 am.  May 16 was a beautiful 
day for the turnout of more than 250 walkers.  HFGF 
raised over $38,000 and are still working to raise 
more to reach our goal of $40,000 benefiting the 
bleeding disorders community.  While registration 
was underway, everyone visited with one another 
and stopped by the sponsor booths.  After a quick 
warm up, the 22 teams of walkers and runners were 
off!  The walk concluded with everyone back at the 
shelter for snacks, drinks and sandwiches.  It was 
wonderful to participate in this highly enjoyable event 
benefitting such a worthy cause.

Illinois
Eva Kraemer
Dr. Osvaldo Wesly and the 
entire amazing staff at 
Comprehensive Bleeding 
Disorders Center (CBDC) 
hosted its 2nd Annual 
Great Bloody Mix Off at 
Limelight in Peoria, Illinois, 
on Sunday, May 17th.  The turnout of people showing 
their support doubled from last year as the public 
poured in to help CBDC raise funds for their family 
and wellness activities, Fuchsia Support Group for 
girls and women with bleeding disorders, and local 
educational events in Peoria, Canton, Carbondale, 
Effingham, Peru, Springfield and Rock Island areas.  

Thirty silent auction items were available for bids 
and of course, no one 
could resist sampling 
all the delicious Bloody 
Mary choices as the band 
JammSammich serenaded 
the crowd with some 
sweet, sweet tunes.  The 
entire event buzzed with 
good cheer and merriment 
and Matrix Health Group 
was honored to have 
participated. 

Terry Stone catching up 
with Emergent’s 
Orson Lovelace

Debbie and Dave enjoying 
the education dinner.

Eva Kraemer and 
Emergent’s John Thorson 

are all smiles

Dr. Wesly and Lisa Miller
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Imagine when you were growing up and 
your childhood understanding of being 
‘affected’ by a bleeding disorder meant a 

familial relationship to a person with a bleeding 
disorder.  Awareness of hemophilia and its 
complications garnered as an eye witness 
sibling living in the same household, and as 
a member of the same family as someone 
with severe hemophilia B, factor IX deficiency.  
Consider the impact this type of affected status 
would have on career planning, marital status 
and family planning, and then reconsider 
how those plans may change when suddenly 
the possibility of carrier status is erased by a 
clinical diagnosis of mild hemophilia.

These scenarios are easy to imagine for me 
and my family because it has occurred twice 
in our lives.  Each of my sisters, Colleen and 
Dana, have led fulfilled lives without bleeding 
disorder diagnoses until the possibility of 
starting a family and a routine preventative 
medical procedure gone awry drastically 
altered how they were both affected by 
hemophilia.

With my support, along with that of our entire 
family, my sisters are now confronted with new 
career endeavors and family planning, and the 
much greater impact of life with a bleeding 
disorder diagnosis.  Fortunately the screening, 

diagnosis and treatment of women and 
bleeding disorders have improved in the clinical 
setting and my sisters will not have to confront 
their diagnoses in isolation.

The Victory for Women (V4W) health initiative 
implemented by the National Hemophilia 
Foundation is an effort to address the critical 
issues faced by women with bleeding disorders,  
and seeks to provide medical help necessary 
for women affected by a bleeding disorder, to 
improve quality of life and reduce stress.  The 
Blood Sisterhood is another program sponsored 
by the Hemophilia Federation of America to 
help raise awareness regarding pregnancy, 
childbirth, dental and surgical procedures, as 
well as any surgery and trauma.

For my sisters and all women whom are 
diagnosed with bleeding disorders, problems 
associated with excessive bleeding can be 
prevented or controlled with a proper diagnosis 
and prescribed therapies.  If the symptoms of 
a bleeding disorder are present it is important 
to talk with your doctor about risk factors, and 
equally important to tell your doctor, nurse, 
midwife, surgeon and dentist if you are already 
diagnosed with a bleeding disorder.  Being 
open and sharing your medical issues will help 
maintain a better life for you, and ultimately for 
your family. 

Affected by a
Bleeding Disorder

The

Health Advocate

Paul R. Brayshaw, M.P.H.
Director of Healthcare 

Advocacy and Programs
Factor Support Network,

a Matrix Health Group Company
Regional Care Coordinator,

Mid-Atlantic Region



Matrix Health Group is now accepting 
applications for nine (9) $1000 scholarships 
assisting individuals with bleeding 
disorders seeking higher education.  These 
scholarships honor the memory of several 
individuals who touched the bleeding 
disorder community in unique ways.  In 
addition to honoring the memory of these 
remarkable people, this scholarship program 
aligns with the commitment Matrix Health Group holds 
to Enrichment, one of five Guiding Principles forming 
the backbone of our company value system.

The scholarships offered by Matrix Health Group are 
unique in several ways.  Each scholarship is offered 
exclusively to several demographics within the bleeding 
disorder community including women, men, caregivers 
and inhibitor patients.  The scholarship deadline is 
August 1st, allowing individuals ample time to complete 
the application.  Further, our streamlined application 

process allows interested parties to 
complete one simple application for multiple 
scholarships offered across three Matrix 
Health Group Companies (Matrix Health, 
Factor Support Network and Homecare for 
the Cure).  Finally, these scholarships can be 
utilized for not only tuition but also books, 
housing or any other justifiable college-
related expense.

Awards are based on criteria including, but not limited 
to academic merit, reference letters and an essay.  A 
Scholarship Committee will review all applications 
and decide to whom the scholarships will be awarded.  
Applicants are not required to be past, current or future 
customers of Matrix Health Group or its companies.

The application can be downloaded by visiting any       
of the listed websites or by contacting any of the 
following offices:
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There is still time to apply!

Matrix Health Group
Memorial Scholarship Program

www.matrixhealthgroup.com
877-337-3002 Toll Free

www.medexbiocare.com
800-963-6339 Toll Free

www.factorsupport.com
877-376-4968 Toll Free

www.homecareforthecure.com
877-836-7832 Toll Free

August 1
Deadline

Joe Holibaugh
Memorial Scholarship Matrix 
Health
Two $1000 scholarships for MEN 
and WOMEN with hemophilia and 
an inhibitor

Tim Kennedy
Memorial Scholarship
Matrix Health
Two $1000 scholarships for MEN 
with hemophilia

Mike Hylton
Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with 
hemophilia or vWD and their 
immediate family members

Millie Gonzalez
Memorial Scholarship
Factor Support Network
Two $1000 scholarships for WOMEN 
with hemophilia or vWD

Ron Niederman
Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with 
hemophilia or vWD and their 
immediate family members

Mark Coats
Memorial Scholarship
Homecare For The Cure
$1000 scholarship for MEN and 
WOMEN with a bleeding disorder and 
their immediate family members
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Florida Hemophilia Jungle Walk!
On Saturday May 2nd, the National Hemophilia Association sponsored its annual hemophilia walk and 
fundraising event at Jungle Island in Miami, Florida.  Team Matrix came out in full force this year for the 
event, spearheaded by team leader Johnny de la Fuente.  Many of the Matrix employees active in the 
hemophilia community came out to enjoy the day and support this wonderful cause, along with numerous 
Matrix employees from the corporate office as well.  Most brought family members along to share the 
perfect weather and the beautiful day walking through the park and seeing the many animal and bird 
exhibits that Jungle Island has to offer.  Fun and laughs were had by all and we look forward to attending 
this wonderful experience together again next year! 
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July 10-11, 2015  Iowa
Hemophilia of Iowa
319-393-4007, hemophiliaofiowa.org
Annual Education Weekend
Cedar Rapids Marriott
Cedar Rapids, IA
Contact: Erick Johnson 515-391-0457

July 16-19, 2015  Florida
Florida Hemophilia Association
305-235-0717, floridahemophilia.org
Annual Family Education Symposium
Nuevo Hotel; West Palm Beach, FL
Contact: Chad Brown 407-340-3684

July 18, 2015  Maryland
Hemophilia Foundation of Maryland
410-661-2307, hfmonline.org
Race to Stop the Bleeding
Quiet Waters Park; Annapolis, MD
Contact: Paul Brayshaw 202-271-4252 
or Terry Stone 703-795-6269

Aug. 7-9, 2015  Ohio
FAMOHIO, Inc.
famohio.com
Family Annual Meeting Ohio
Columbus Marriott Northwest 
Columbus, OH
Contact: Rania Salem 513-470-5500

National Event!

Aug. 13-15, 2015  Texas
National Hemophilia Foundation
800-424-2634, hemophilia.org

NHF 67th Annual Meeting
“Boots on the Ground”
Gaylord Texan Resort & 
Convention Center Hotel

Dallas, TX
Contact:

Dave Burgeson 239-784-4565

Aug. 15, 2015  Tennessee
Tennessee Hemophilia and Bleeding 
Disorder Foundation
888-703-3269, thbdf.org
Pitchin’ for Caleb
Centennial Park; Crossville, TN
Contact: THBDF

Aug. 16, 2015  California
Hemophilia Foundation of Northern CA
510-658-3324, hemofoundation.org
Annual Golf Wine Event
Sonoma Mission Inn; Sonoma, CA
Contact: Gabriela Zamora 
925-234-2451 - Hablo español

Aug. 22, 2015  Maryland
Hemophilia Foundation of Maryland
410-661-2307, hfmonline.org
Family Fun Day Picnic
Sandy Point State Park; Annapolis, MD
Contact: Paul Brayshaw 202-271-4252 
or Terry Stone 703-795-6269

Aug. 28-30, 2015  N. Carolina
Hemophilia of North Carolina
800-990-5557, hemophilia-nc.org
Adult Retreat
Trinity Center; Pine Knoll Shores, NC
Contact: Brad Nolan 704-806-0970

Aug. 29, 2015  Kentucky
Kentucky Hemophilia Foundation
502-456-3233, kyhemo.org
Annual Meeting
Seelbach Hilton; Louisville, KY
Contact: Rania Salem 513-470-5500

Aug. 30, 2015  Michigan
Hemophilia Foundation of Michigan
800-482-3041, hfmich.org
Walkin’ on the Wild Side
Detroit Zoo; Royal Oak, MI
Contact: Bonnie Culver 517-525-4152

Sept. 7, 2015  New York
Camp High Hopes, Inc.
315-463-7617, camphighhopes.org
Golf Tournament
Rogue’s Roost Country Club
Bridgeport, NY
Contact: Lisa Miller 630-698-8775

Sept. 12, 2015  Illinois
Bleeding Disorder Alliance Illinois
312-427-1495, bdai.org
Hemophilia Walk
Lincoln Park, South Fields; Chicago, IL
Contact: Eva Kraemer 608-852-3777
Hablo español

Sept. 12, 2015  Nevada
Nevada Chapter NHF
702-564-4368, hfnv.org
Reno Walk
Virginia Lake Park; Reno, NV
Contact: Kelly Gonzalez 805-233-5039

Sept. 12, 2015  Wisconsin
Great Lakes Hemophilia Foundation
414-257-0200, glhf.org
Hemophilia Walk
Milwaukee County Zoo; Milwaukee, WI
Contact: Leslie Kaminski 608-751-2867

Sept. 19, 2015  California
Southern CA Hemophilia Foundation
323 525-0440, hemosocal.org 
Hemophilia Beach Walk
Crescent Bay Park; Santa Monica, CA
Contact: Gaby Griffin 626-278-7143
Hablo español

Sept. 19, 2015  Maine
Hemophilia Alliance of Maine
207-312-4448, mainehemophilia.org
Hike for HAM
Mount Battie; Camden, ME
Contact: Cheryl Ashmore 207-479-0288

Sept. 19-20, 2015  Missouri
Midwest Hemophilia Association
816-479-5900, midwesthemophilia.org 
Family Fun Fair
Sheraton Kansas City Hotel at Crown 
Center; Kansas City, MO
Contact: Erick Johnson 515-391-0457

Sept. 26, 2015  Florida
Wingmen Foundation
321-236-0520, wingmenfoundation.org
Hemophilia Golf Tournament 
Fundraiser
ChampionsGate Golf Course 
ChampionsGate, FL
Contact: Chad Brown 407-340-3684

Sept. 26, 2015  Nevada
Nevada Chapter National Hemophilia 
Foundation, 702-564-4368, hfnv.org
Las Vegas Walk
Floyd Lamb Park; Las Vegas, NV
Contact: Kelly Gonzalez 805-233-5039

Sept. 26, 2015  Ohio
Northern Ohio Hemophilia Foundation
216-834-0051, nohf.org
NOHF Walk & Superhero Run
Sunny Lake Park; Aurora, OH
Contact: Rania Salem 513-470-5500

Sept. TBD, 2015  Louisiana
Louisiana Hemophilia Foundation
225-291-1675, lahemo.org
Culinary Classic
Location TBD; Lafayette, LA
Contact: Brad Nolan 704-806-0970

 Upcoming Events
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 “A Moment in Your Spectacular Life”
2016 Calendar!

 
Our calendar will highlight just how amazing life can be, even with a bleeding disorder!
Send us your wonderful, happy photo either by email or mail.  If submitting by email, 

please add “Calendar” to the subject line and be sure to include all the information 
requested in the release form.  If sending by mail, please include the release form below.

Matrix Health Group is a specialty pharmacy “Dedicated to Making a Difference” in the lives of people with hemophilia and other 
bleeding disorders.  Our pharmacy carries a full range of factor concentrates and ancillary supplies, delivered right to your door. 
By pairing expert pharmacy services with the support provided by our Regional Care Coordinators and Reimbursement staff, our 
commitment is to provide a level of service that results in positive outcomes for those we serve.  This high-touch model of care 
is centered first and foremost around you, our patient.  By assisting our patients to effectively manage their bleeding disorder, 
our goal is to provide resources and information to minimize complications and encourage active participation in their care. 

Visit us for more information at www.matrixhealthgroup.com
“Like” us on  Facebook www.facebook.com/pages/Matrix-Health-Group/140849859422348

Please submit photos by:
October 1, 2015

We are unable to return your photos.
Please do not send your originals!

maria.vetter@matrixhealthgroup.com

Maria Santucci Vetter
Editor in Chief, Matrix Health News

2202 Brownstone Court
Champaign, IL 61822

Photo Release - A Moment in Your Spectacular Life!
Please include my photo depicting a spectacular moment in the life

of a person with a bleeding disorder in the 2016 Matrix Health Calendar!

Name ________________________________________________ Name/age of person(s) in photo:

Address _______________________________________________ ___________________________________________

______________________________________________________ ___________________________________________

Phone ________________________________________________ ___________________________________________

E Mail ________________________________________________ ___________________________________________

By submitting your photograph via post or email, you: a) give us permission to publish it in the 2016 Matrix Health Group 
Calendar; b) grant us a non-exclusive, royalty-free, license to republish it in any format including without limitation in print and 
electronic formats; c) give us permission to use your first name and city of residence, d) give us permission to edit or crop; e) 
understand we are unable to return your original photos - please send copies.  If you are under 18 years old, your parent or 
guardian must submit the photo for you. By signing below, I acknowledge I have read and understand this authorization.

________________________________________________________________    ________________________________
Signature  (if under 18 years old, please have parent/guardian) sign.   Date      Basis of representative’s authority

All participants will receive a calendar
mailed to the address on the release.

I am not submitting a photo, but please
send me a 2016 Matrix Health calendar.

Mail or Email photo and release to:
Matrix Health Group - Maria Vetter

2202 Brownstone Ct.; Champaign, IL 61822
maria.vetter@matrixhealthgroup.como



s

Summer 2015 

On April 10th the Matrix Health Group corporate office observed 
“Take Your Child to Work Day,” a day where kids can leave the 
comfort of their classrooms and enjoy an excused absence to 

walk in their parents’ shoes.  Jalen, Kaitlyn, Mckayla and Ryan spent the 
day working alongside their parent or guardian to capture a glimpse of 
a typical workday.  They received official Matrix badges and designed 
their own name tags while getting to know one another.  Soon after, 
they learned about the organization by listening to featured speakers 
Rosalie Cosio, Director of Corporate Development and David McCormick, 
Director of Pharmacy, as they explained our company culture, pharmacy 
process, our high-touch model for success and more!

The eager group of children then participated in a Guiding Principles 
Scavenger Hunt where they were introduced to the corporate staff and 
learned what it truly means to work for such an amazing organization.

After enjoying a pizza lunch the kids worked on an art project, each 
creating a collage focused on the Guiding Principal, Enthusiasm. They 
did a fantastic job expressing their individual creativity, and their 
artwork is proudly displayed in our company break room for all to 
admire.  They were given Matrix bags with goodies to take home, 
but not before partaking in additional activities including a custom 
Matrix word scramble.  With totes in hand and smiling faces, the kids 
left as happy campers.  We hope they took away aspects such as 
professionalism, teamwork, compassion and a sense of empowerment 
that they too, can Make a Difference!

A special thank you to the parents who participated in this fun-filled 
day.  We look forward to having even more children at the office to take 
part in this exciting event next year! 

Extra!  Extra!  Read All About It!
Matrix Health Group hires four new employees… 

       all under the age of 12!
By Pamela Sossi

Answers to puzzles on page 39

1. D. The daughter of a man with 
         hemophilia
2. D. All of the above - Symptoms

may include nose bleeds, heavy 
period, easy bruising as well as 
other symptoms

3. B. Speak with their parents and 
your doctor before starting 
to play a contact sport and 
then use the proper protective 
equipment

4. A. Yes, but it is important to
speak with her doctor first to 
learn about ways to do so safely

5. FALSE – Girls can be diagnosed with
hemophilia

6. FALSE – Girls with hemophilia can 
experience joint bleeds the
same as boys with hemophilia

7. TRUE –  Girls with bleeding disorders use
the same clotting factor as boys

8. TRUE –  About ¼ of carriers experience 
bleeding problems

9. TRUE –  Camps that allow girls to attend
may also teach them how to 
infuse if they would like to learn

261845379
845397261
379216548
796154832
124738956
538629417
912573684
657482193
483961725

195248763
278563419
463719582
614952378
839476251
752831946
387694125
946125837
521387694
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SuDoku!
Fill in the grid 
so that every 
row, every 

column, and 
every 9 by 9 
box contains 
the numbers
1 through 9.

1 4 8 7 6
5 4 1

9 5 2
4 9 3

3 9 2 5
2 1 9

3 7 6
4 6 5
2 1 3 8 4

2 6 1
8 9 2 6 1

7 9 6 4
6 5 3

2 7 8 5
3 2 4
1 5 6 8

6 5 7 8 3
7 2 5

T ime  for  FUN !
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1. Who is considered an “obligate” carrier?
A. The granddaughter of a 
      man with hemophilia
B. The sister of a boy with 
     hemophilia
C. The aunts of a boy 
     with hemophilia

D. The daughter of a man with hemophilia

2. What are some symptoms
    a carrier might have?

A. Frequent nose bleeds
B. Heavy periods
C. Easy bruising
D All of the above 

3. When it comes to playing contact sports, 
 a female carrier of hemophilia should:
A. NEVER play ANY contact or non-contact 

sport whatsoever
B. Speak with her parents and 
     and doctor before starting 
     to play a contact sport,
     then use the proper 
     protective equipment
C. Play whatever sport she 
     wants and not give it a 
     second thought
D. Avoid any contact sport

4. Can a woman who carries hemophilia have
    a baby?

A. Yes, but it is important for her to speak 
     with her doctor first to learn about ways 
     to do so safely
B. Carriers should only 
     adopt children
C. Probably not
D. None of the above

5. True or False - Girls cannot have hemophilia, 
only von Willebrand Disease.

6. True or False - Girls with hemophilia never 
experience joint bleeds.

7. True or False - Girls with bleeding disorders 
use the same clotting factor as boys.

8. True or False - Some, but not all carriers 
experience bleeding problems. 

9. True or False - 
      Girls that attend a 
      bleeding disorder 
      camp may have the 
      opportunity to learn 
      how to infuse. 

Hi Kids!  See if you can answer these questions about girls and bleeding disorders.
When you’re finished, try your hand at the Soduko puzzles.  Answers are on the bottom of page 38.
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Dedicated to Making a Difference!!

Sign Up
To Receive Our Newsletter!

Matrix Health News
is free to patients and 

their families, health care 
professionals, bleeding disorder 

organizations and other 
interested parties.

Just complete this form and mail to:

Matrix Health Group
3300 Corporate Avenue

Suite 104
Weston, Florida 33331

Sign up on our website at:
www.matrixhealthgroup.com

or call us toll free:
877-337-3002

Sign Me Up To Receive

Name: __________________________________________________

Organization: _____________________________________________

Address: ________________________________________________

    ________________________________________________
 
City: ___________________________________________________

State: ___________________________Zip Code: ______________

Daytime Phone: ___________________________________________

Evening Phone: ___________________________________________

E-mail Address: ____________________________________________

Matrix Health values your privacy.  We are committed to keeping your private information secure and confidential.  
We take your privacy very seriously by complying fully with HIPAA regulations and employing a team of IT experts 
whose job is to keep our data safe and secure.  Our mailing list is private and will never be sold or shared with a 
third party.  If you have any questions or would like to review our Privacy Policy, please contact our corporate office.
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