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The Bleeding and Clotting Disorders Institute
Family-oriented care for persons with bleeding, clotting, and other blood disorders

Educational Retreat for Women with
Bleeding Disorders a Huge Success!
The Bleeding and Clotting Disorders Institute hosted a Women’s
Educational Retreat for women in
families with bleeding disorders
April 15-17th. The weekend was
designed to provide additional
education about bleeding disorders as well as incorporate new
approaches to healthy living. The
weekend was held at the Hampton
Inn & Suites/Wingate Hotels in
Peoria, Illinois. Women left the
weekend with important educational materials as well as new
companionship.
The weekend consisted of several different speakers from
women’s health to Yoga. Our
keynote speaker, Dr. Michelle
Couri from the Couri
Center for Gynecology & Integrative
Women’s Health in
Peoria, IL, gave a
powerful presentation on “Bleeding
Disorders and How
They Impact
Women”. The presDr. Michelle Couri
entation was packed
with information on appropriate
treatment options, medical procedures and pregnancy for those
living with a bleeding disorder.
The group was interactive during

her presentation asking important
questions to improve their overall
quality of life.
Jenny Rummans, who is the
current BCDI Consumer Advisory
Board Chairperson, spoke about
her story and how she became
connected with Dr. Tarantino and
his staff. She discussed her role
on the Consumer Advisory Board
and how they
can become involved.
Amanda
Newell, Assistant Professor at
Bradley University, and a
group of Dietetic Interns
provided an eye
Sandy Shelby, Bradley
- opening presUniversity Dietetic Intern
entation on “A
Healthier You”. The presentation
was very informative on how
Americans are becoming increasingly obese and how we need to
be in more control of what foods
we eat and how much. They provided great tips on how to make
healthier choices and to incorporate good choices into our busy
lives. The final session on Saturday challenged those in attendance to move out of their comfort

zones. Lisa Zell, a
local Yoga Instructor, donated her
services to teach
basic Yoga techniques. Lisa made
the group feel very
comfortable,
Lisa Zell
which allowed the
women to relax
and participate in the session.
Many women in attendance reported they had always wanted to
try Yoga and were excited to
have the opportunity.
Saturday evening the women
were treated to a fabulous dinner
at Johnny’s Italian Steakhouse.
The busy weekend wrapped
up on Sunday morning with a
presentation from Kim Ebsworth,
RN, telling her story of living with
vonWillebrand disease along
with her five children who also
have the disease. Angie Riedel,
BCDI Outreach Coordinator, in
conjunction with the women in
attendance, developed a display
board titled “ Voices ~ Telling
Your Story” to help promote
awareness on bleeding disorders,
which will displayed in the waiting room at The BCDI.
Cont on Page 3 “Retreat”

Page 2

Nurses’ Corner— Heavy Menstrual Bleeding
Heavy Menstrual Bleeding
(HMB) is an abnormally
heavy and prolonged menstrual period which occurs at regular intervals. This means having to change
your pad and/or tampon every 1 to 2
hours and/or menstruation that last
more than 7 days. For some women,
their menstrual cycle causes enough
blood loss and cramping that they are
unable to maintain their daily activities. HMB can be caused by many
different things. One possible cause
is an inherited bleeding disorder. Another possible cause is taking medications that thin or anticoagulate your
blood.

Many of our patients are referred to us by their gynecologist for further evaluation of
HMB. We work with gynecologists to development a treatment plan when a hematologic
cause of HMB is identified.
Treatments for HMB are
based on a number of factors
such as your overall health and
medical history, the cause of the
HMB, tolerance to medications,
and the effects of HMB on your
lifestyle. Drug therapy is effective for many women. Some different options might include
hormone/birth control therapy

(not recommended for women with
clotting disorders), Antifibrinolytic
medications - Tranexamic acid
(Lysteda®) or aminocaproic
acid (Amicar®), Desmopressin Stimate® or DDAVP infusions, or
clotting factor replacement therapy.
Nonsteroidal anti-inflammatory
drugs (NSAIDs) should be avoided
by women who have a bleeding
disorder as the medications can
affect platelet function. Examples
of NSAIDs are Aspirin (Anacin®,
Bayer®, Bufferin®, Excedrin®), Ibuprofen (Advil®, Motrin®, Nuprin®),
and naproxen (Aleve).

What is Thrombophilia?
Thrombophilia ( hypercoagulability) is an abnormality with the
blood’s coagulation process that
increases the risk of blood clots in
blood vessels (thrombosis). Thrombophilia can be congenital or acquired. The most common congenital risk factors for thrombophilia
are factor V Leiden and a mutation
in prothrombin G20210A due to
overactive coagulation factors.
There are other rare forms of congenital thrombophilias due to deficiencies in natural anticoagulation
factors and these are generally
more severe. The main ones are
Antithrombin III Deficiency, Antiphospholipid Syndrome, Protein
C Deficiency and Protein S Deficiency, to name a few.
Thrombosis is caused, many
times, by multiple reasons that may
include abnormalities in the blood,
immobilization (due to surgery or
travel), hormone therapy, and dehydration, for example. The thrombosis may develop as a deep vein

thrombosis (DVT) or part of the clot
may break off and move (embolize)
in the body’s circulation system to
the lungs causing a life-threatening
pulmonary embolism (PE). Not all
people who develop a thrombosis
have a congenital clotting disorder,
but if the thrombosis develops unprovoked or if a person has had
multiple thrombi additional testing
may be warranted.
The risks for developing a
thrombosis can be reduced by living a physically active life, eating a
healthy, balanced diet, stopping
smoking, and avoiding becoming
overweight. When traveling or during illness, long periods of immobility should be avoided. Educate
medical staff of your thrombophilia,
especially prior to any major surgery or procedures which may
cause long periods of immobility.
Thrombosis treatment consists of
anticoagulation (blood thinner)
therapy. These medicines slow the
time it takes for blood to clot and

prevent the growth of a clot. The
most common treatments are heparin, low molecular weight heparin
(Lovenox®), and warfarin
(Coumadin®). Because these therapies affect the way that blood clots,
it is very important to closely monitor your INR level via a blood test
while on the medication to prevent
increased risks of bleeding or clotting. Tell your doctor of any other
medications you may be taking and
if your diet changes. Medications
and diet may affect how your blood
clots while on blood thinners.
BCDI is offering specialized
Thrombophilia Comprehensive
Care Clinics throughout the year.
These clinics offer expanded services, such as physical therapy,
dental and nutritional assessments. If you are interested in attending a specialized Thrombophilia Clinic, please call our nurse
coordinators for scheduling at
309-692-5337.
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Vitamin K and Coumadin
By: Paula
Monaco and
Sandra Selby

thin, which could be harmful to
your health.
The following list can be used
as
a
guide to eat about the same
Vitamin K is
amount
of Vitamin K each day. Do
found in many foods that may be
in your diet each day. It is impor- not make any changes to your
tant to know about how much Vi- diet and the amount of Vitamin K
you consume without first talking
tamin K you are eating if you are
to your healthcare provider.
on certain medications such as
Coumadin (warfarin). Coumadin Some common foods include:
is used to thin the blood, while

essary to eat the same vegetables
every day, instead perhaps
choose a high Vitamin K item
every other day and a moderate
choice every day. If you enjoy a
salad daily, try different greens
(spinach, kale, Swiss chard or turnip greens) to avoid boredom.
Remember, it is important to eat a
balanced diet. Vitamin K is essential to the diet, and not eating Vitamin K containing foods is not

Very High in Vitamin K *

High in Vitamin K *

Moderate in Vitamin K *

Brussels Sprouts

Broccoli

Asparagus

Collard Greens

Green Cabbage

Snap Beans

Kale

Cauliflower

Red Cabbage

Spinach

Beef and Chicken Liver

Green Apples

Swiss Chard

Mustard Greens

Lentils

Turnip Greens

Soybeans

Iceberg Lettuce

Endive
Vitamin K helps the blood to clot.
Vitamin K in the diet may have the
opposite effect of your Coumadin
if not eaten in the same amounts
daily. If eaten in very different
amounts, the thickness of your
blood could change from thick to

Peas
*Serving size 1/2 cup
Use the table above to help
you make everyday choices in
your diet. Think about the
choices you make of these items
in your current diet. It is not nec-

tions, please contact Marsha
The weekend was a great success Hurn, Medical Social Worker, at
and women were very thankful to (309) 692-5337 or
mhurn@ilbcdi.org.
have the opportunity to learn
more about bleeding disorders
BCDI does offer specialized
and meet others who are also affected. BCDI would like to thank comprehensive care clinics designed for women with congenital
CSL Behring for supporting this
bleeding disorders. These clinics
event.
are staffed with a women’s health
If you were not able to attend
care specialist as well as dentist,
and would like information regarding this weekend’s presenta- physical therapist, medical social

Retreat… cont from Page 1

advised.
Stay tuned for further information regarding vitamin K and common sources from the Dietetic Interns at Bradley University.

worker and Dr. Tarantino and the
rest of the medical staff.
If you would like to start attending one of these clinics,
please contact our nurse coordinators, Kelly or CJ at 309-6925337 to be scheduled. Many of
our patients have found them to
be beneficial.
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State Hemophilia Program, Do You Qualify?
It is time to enroll in the State
Hemophilia Program for the 20112012 fiscal year.
The State Hemophilia Program is
available to anyone, except those covered by
Medicaid, who is a Illinois resident and has been diagnosed
with a congenital bleeding disorder, such as hemophilia or von
Willebrand disease. An application, along with the most recent
copy of your IL-1040, is required
for each fiscal year’s coverage
(July 1 through June 30). Coverage begins on July 1 each year
and must be approved by the
State Hemophilia Program to the
June 30 fiscal year end.

For adults 21 and older, the
program will pay for 2 comprehensive care visits (including xrays, labs and pathology) per
fiscal year up to $1000 per visit
after the insurance company or
Medicare pays their benefits
due. If you have no insurance,
then the State Program is the primary payer.
Patients under the age of 21
must be enrolled in the Division
of Specialized Care for Children
(DSCC) to receive help with balances after their insurance has
made payment for comprehensive clinic visits. The State Hemophilia Program does not provide
any benefits for comprehensive
visits for persons under the age
of 21.
The State Program will also

Networking News
Paying It Forward!
Many BCDI families are ready
to reach out to other families experiencing the same fears and
concerns they did when their
children were first diagnosed.
They understand the emotions
parents are going through as they
learn about their child’s diagnosis and know the importance of
having someone to talk to who
has already traveled the same
path. One BCDI parent states, “I
grieved when I learned about my
son’s diagnosis of severe Hemophilia. My child was physically
flawed and my life would no
longer be so-called “normal”. At
that moment, I wanted to reach for
someone who truly understood
me, but at the same time, I was
scared, embarrassed and over-

whelmed to ask for help. As my
son grows, the source of wisdom
for us truly comes from the families
who traveled before us.” Support
is an important piece when dealing with a chronic disorder and
we have families who want to be
a support for you. Please contact
Marsha Hurn, Medical Social
Worker, to help facilitate these
connections.
Marsha also organizes quarterly gatherings to bring families
together and is expanding these
gatherings to all BCDI families
living with a chronic disorder.
The next meeting will be held on
Friday, June 24, 2011. For more
details please contact Marsha at
309-692-5337 or my email at
mhurn@ilbcdi.org.

pay for clotting factor and other
products (like Amicar and Stimate) used to control bleeding.
The State Hemophilia Program is
considered “payer of last resort”, which means your group
or individual insurance or Medicare is the primary payer. The
State Program will help pay for
the balance the patient is responsible for after all other payers.
However, the payment for the
clotting factor and products is
subject to a program deductible
called a “participation fee”. This
fee is based on family size and
income.
For any questions regarding
the program, please contact our
medical social worker, Marsha
Hurn at 309-692-5337 or via
email mhurn@ilbcdi.org.

Infusion
Training Day
BCDI is hosting another
“Infusion Training Day” to those
who are interested in learning
how to self-infuse, those transitioning from a port to peripheral
venipunctures, or mediport training. This training is available to
kids, parents, grandparents, etc…
This is also a great opportunity to
meet other BCDI families. The
training will be available throughout the day so come when you are
available. Please RSVP to Marsha
Hurn at (309) 692-5337 or
mhurn@ilbcdi.org.
June 24, 2011
9:00 a.m – 4:00 p.m.
Methodist at Allen Road
2338 W. SUD Parkway
Peoria, IL 61614
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Save the Date!
Nothing says
summer like a day at
the ballpark. Family Day 2011,
August 14th, will be at O’Brien
Field in Peoria starting at 10:30.
This event is open to patients who
attend comp care clinics and their
families and it is one of the
highlights of summer for Dr.
Tarantino and the BCDI staff.
This year, we have an exciting
day planned with facts, food,
friends, and fun. The event will
finish with an action-packed game
between the Peoria Chiefs and the
Clinton Lumberkings.
Watch your mail for more
information and registration
forms. So mark your calendars
and bring your mitt for:
Family Day 2011 on
August 14th.
If you have questions, contact
Angie at ariedel@ilbcdi.org or by
phone at 309-692-5337.

Save the Date!
Trivia Bash 2011
September 30th
At

Five Points Washington
360 N. Wilmore Rd.
Washington, IL

From 6:00 to 10:00
Join us for our fun, fact-filled evening of trivial facts at the 2nd Annual
Trivia Bash. The monies raised during the event support educational
scholarships and patient services.
The cost of $25 per person, on 4-8
member teams, will cover trivial
trivia, food, and water/soda. A cash
bar will be available. For more information or if you are interested in donating items for the silent auction,
please contact Melissa at the office.

Time to Schedule Your School’s
In-service
Is your child going to a new
school, day-care, or summer
camp? Are there new staff members? Does the staff need a refresher on bleeding disorders?
These are all good reasons to
schedule an in-service on bleeding disorders.
In-services are currently being
scheduled for summer camps,
day-cares and schools. The educational in-service will include
information on the diagnosis,

treatment, and emergency care. Inservices are provided
throughout the year;
however, in-services before the
start of the school year seem to
be the most beneficial for the staff
members and parents. Parents
are encouraged to attend the inservices so their concerns can be
addressed. If you would like to
schedule an in-service, please
contact Angie at 309-692-5337 or
ariedel@ilbcdi.org.

The Treasure That Swings in Our Pocket
A poem reflecting on the formation of the BCDI Consumer Advisory Board
By Jenny Rummans
You gaze at us, and you listen-you
who have given us so much.
Who have carefully packed our
bags, and bandaged our wounds.
You wait-as small childrenstraining to hear of adventures in
far off lands.
Our path is unique, our triptumultuous
But now, as we gather our experiences together into a large pot,
We pause, and peer in at the
treasure we have found.
Don’t you know there is a treasure
that swings in my pocket!
-and yours, too!
Brought together, we reveal our
loot – unpack our riches.
All different, but acquired from
similar excursions.

Someone came to meet us there,
smiling, and assuring us that
The lump in our throatThe crack in our voiceThe tear on our cheekWould one day sparkle, shine,
and evenSwing in our pocket!
We carry it with us always, the
new part of us.
We must take it out from time to
time,
Remember how we are transformedOur plans re-arranged.
And give the gift of our experienceTo those who need it.

Jenny is the Chairperson of the
BCDI Consumer Advisory Board.
She is seeking input from patients
on how BCDI can better serve the
patients through expanded services and programs. If you have
ideas, questions, comments or
Smiling, we remember together concerns that you would like diswhen our journey was rough.
cussed at the next board meeting,
When time stood still, and our
plans were a piece of paper drift- please contact her through us at
ing silently to the floor.
info@ilbcdi.org or 309-692-5337.

After Hours Information
Should a medical emergency
arise after normal business hours,
we are here to help. Dr. Tarantino,
Dana Stephens, RN, CPNP, and physicians (Dr. Bill Edwards and Dr.
Brian Curtis ) educated in the treatment of bleeding disorders, are on
call to assist.
When you call the after hours number, an operator at the call center will contact the person on
call and connect you with them. When Dr. Tarantino is not the person on call, he is available to
the on-call staff for consultation. This service is
available 24/7.

After hours phone number
309-677-6085

Bleeding and Clotting
Disorders Institute
6811 N. Knoxville Ave.
Suite A
Peoria, IL 61614

Upcoming BCDI Clinics
Comprehensive Clinic schedule for 2011. If you
would like to attend an outreach clinic located
near to your home, please call our Nurse Coordinators at 309-692-5337.
June 1

Thrombophilia Clinic

June 6

Quad Cities

June 13

Peoria

June 27

Ottawa

July 11

Peoria

July 20

Rockford

July 25

Peoria

Aug 8

Peoria

August 17

Decatur

August 22

Peoria

