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BCDI Trivia Bash
It’s time for BCDI Trivia Bash
2011 ….CLEAR YOUR CALENDAR, HIRE THE BABYSITTER,
GATHER UP FRIENDS WHO EXCEL IN TRIVIAL TRIVIA, STUDY
UP ON USELESS INFORMATION………..The Bleeding and Clotting Disorders Institute is holding its
Second Annual BCDI Trivia Bash,
Friday, Sept. 30, 2011, at Five Points
in Washington, IL. Doors open at
6:00 PM for dinner; trivia starts at 7:30
PM.
We have been
plotting, planning,
and painstakingly
researching inconsequential trivia to
make this year’s
fundraising event
bigger and better.
The night will feature 8 rounds of
trivia questions with different themes
for each round, fantastic food and delicious desserts, chances at raffle prizes
and silent auction items, and door
prizes. Food, drink, and brain teasers
included in cost - $25 a person. Put
together a 4-8 person team or let fate
place you with fellow trivia masters!
BCDI is a not-for-profit comprehensive bleeding and clotting disorder
treatment center. BCDI follows the
comprehensive care model of care for
our patients and offers expanded services. This fundraiser makes it possible

for us to continue to increase the services we offer to our patients and their
families. Last year’s monies helped
fund outreach education and program
development, and supported scholarships for higher education for students
with congenital bleeding disorders
throughout “downstate” Illinois. This
year, we have set our goals higher. We
hope to not only raise enough to fund
our outreach and program development
and scholarships, we want to raise
enough money to help to
purchase specialized
equipment for a laboratory, so that we can offer
patients the convenience of
having some of their blood
test processed at BCDI for
faster results. Laboratory
equipment is very expensive and the analyzer
BCDI would like to purchase will cost $130,000.
Don’t miss out on this fun-filled
evening of awesome give-a-ways,
chances at raffles and silent auction
items. Watch your mail for team registration forms. If you cannot attend, but
would like to make a tax deductible
monetary donation, please send money
or check made payable to BCDI at
6811 N. Knoxville Ave., Suite A, Peoria, IL 61614. For more information
or registration forms contact Melissa at
309-692-5337 or
mpardieck@ilbcdi.org.

Reaching Out to
the Hispanic
Community
BCDI has partnered
with the Peoria Friendship House in order to
promote awareness on
bleeding disorders in
the Hispanic population. On June 22, 2011,
BCDI held an educational event at the Friendship House in
Peoria with interpreter assistance from
Dr. Mercedes Gadea-Lopez, a resident
at OSF Medical Center. Dr. GadeaLopez is very dedicated to helping
educate underrepresented populations
to ensure they are receiving the best
health care available. It is BCDI’s
goal to continue to educate underserved populations in downstate Illinois. BCDI participated in a Hispanic
Health Fair on August 6, 2011, also
located at the Friendship House in a
Peoria.
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Nurses’ Corner— Why Keep Infusion Logs
Infusion logs may take a few
minutes of your time to complete, but they provide important information in determining the best factor
infusion treatment plan for you. Infusion logs are a way to chronicle and
track factor infusions, so that medical
care can be tailored to best meet the
needs of the patient. When a patient
completes a log, the information provides a snapshot of when and how much
factor concentrate was infused, the purpose of the infusion, the site
of the infusion,
and the out-

come. This information is used to
determine the most effective treatment schedule and to track bleeding
trends.
Types of infusions logs – There
are several ways to log infusions.
The two most popular are paper logs
and electronic logs. The paper log
sheets can be obtained from one of
our Nurse Coordinators at any time.
The paper log sheet has a place to
stick the labels from the factor vials
(stickers provide lot number and
number of units in each vial). Another type of infusion log is the electronic infusion log. It is similar to the
paper log, but done on a computer or
electronic device. Many of the elec-

tronic logs allow the HTC access to
the information at any time. If you are
traveling and have an emergency, the
information can be made available to
the medical staff providing the treatment. All the information asked for on
the logs is important and has a role in
deciding if adjustments should occur
either in the dose or frequency of factor infusions.
Maintaining infusion logs will
only take a few minutes of your
time now, but can make a long term
difference in your care. If you have
any questions, please contact one of
the nurse coordinators at (309) 6925337.

What is Vitamin D?
By: Laurel Augsburger, Sara
McCarthy and Holly Rosenberger,
Bradley University Dietetic Interns
What is Vitamin D?
It’s summertime, meaning long
days enjoying barbeques, pools, and
picnics! Activities spent in the sun are
not only fun, they also provide our
bodies with Vitamin D. We can get
Vitamin D in two different ways: the
sun and food. However, because we
live in the Midwest and are not always
able to spend time outside in the sun
and because we often wear sunscreen,
we may be at risk for Vitamin D deficiency. As a result, it is very important
to make sure you meet the daily requirements for Vitamin D.
Why do you need it?
Vitamin D has many functions in
the body. A main function of Vitamin
D is maintaining healthy bones and
teeth. Our bodies do this by regulating
the Calcium and Phosphorus in our

body. If we don’t get enough Vitamin
D our bones can weaken and cause
irreversible damage to our bodies. Vitamin D is also needed to keep our immune system and our cells healthy. So,
if our bodies don’t get enough of this
nutrient, we can get sick!
How much do I need?
Adequate intake for Vitamin D per
day:
 Infants-50 years old: 5 mcg or 200
IU
 51-70 years old: 10 mcg or 400 IU
 Greater than 70 years old: 15 mcg
or 600 IU
Where can you find Vitamin D?
Sources:
 Egg yolks
 Fortified cereals
 Fortified orange juice
 Liver
 Milk
 Salmon
 Sardines



Some fish
oils (cod
liver oils)
 Some margarines and
butters have
vitamin D, but you would have to
eat so much that these are not considered a significant source of this
nutrient
**Soy milk and non-dairy milks are
fortified with the same amounts of Vitamin D as cow’s milk. Also, low fat
and fat free milks have the same
amount of Vitamin D as whole milk,
even though whole milk is often labeled as Vitamin D milk.
Consuming Vitamin D and Calcium
together enhances the bone-building
power of your bones. Milk is the
“food of choice” for Vitamin D because it is also rich in Calcium. If you
do not eat foods that contain Vitamin
D, you should consult with your physician or dietitian, as a supplement may
be beneficial for your health.
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Welcome, Julie and Chanel,
Our Nurse Coordinators
Julie Tarantino, RN, is a graduate
from the University of WisconsinMadison with a Bachelor of Science
degree in Nursing. During her career, she has worked for the St. Michael’s Hospital, Stevens Point, WI,
and for 9 years at the UW Hospital
and Clinics, Madison, WI, and the
University Medical Center in Tucson, AZ in Pediatrics. Julie has had a
variety of experiences as she has
worked on medical/surgery floors,
Pediatric Renal clinic, Diabetes
clinic, Pediatric hematology/
oncology, and Immunology clinic
and as well as an inpatient hospital
nurse caring for Pediatric patients
with variety of acute and chronic
illnesses. Julie took a sabbatical for
several years to raise her children
and is excited to be back working
with patients and their families. We
are excited to welcome Julie to the
team here at BCDI.

Tom Rickey Joins
BCDI is proud to
announce the addition of Tom Rickey,
RPH, to our staff.
Tom will be the
lead pharmacist for
our new in-house
pharmacy. The new pharmacy will be
exclusive to our Medicaid patients,
only, at this time; however; we hope to
offer this service to all of our patients
next year. The pharmacy will stock
clotting factors and supplies needed by
our patients and orders will be shipped
directly to patient homes. We are excited that we can offer this expanded
service to our Medicaid patients. If
you are interested in seeing if the
BCDI in-house pharmacy is an option
for you, please call our nurse coordinators at 309-692-5337 and they can assist you. Welcome, Tom!

Thrombophilia – Factor V Leiden
Factor V Leiden is the most common cause of congenital Thrombophilia in the United States. Factor V
Leiden is thought to affect 5% of the
Caucasian population and 1.2% of the
African American population.
(f5leiden.org). Factor V helps the
blood clot normally. To stop the clotting process appropriately to prevent
the development of blood clots a natural blood thinner, known as Protein C,
breaks down the Factor V so a person
doesn’t clot too much.
When a person has Factor V Leiden, the Factor V molecule in the
blood is more resistant to being broken
down and the clotting process contin-

ues for a longer period which can lead
to a venous thrombosis. Individuals
who have inherited one copy of the
gene for factor V Leiden
(heterozygotes) have a 3- to 10-fold
increased risk of deep vein thrombosis
(DVT) or pulmonary embolus (PE).
However, many of these individuals
never develop an abnormal blood clot.
Those that inherit the gene from both
parents, homozygous Factor V Leiden,
however; have an 80 times greater risk
of developing a venous thrombosis.
The risk of developing a venous
thrombosis is increased during pregnancy, while taking estrogen oral contraceptives or hormone replacement

therapy, and during prolonged immobilization due to surgery or travel.
Smoking also causes an increased risk
of development of a blood clot.
There is no treatment to correct or
eliminate Factor V Leiden. Treatment
is aimed at treating or preventing blood
clots in individuals at risk. When treatment is indicated, doctors will prescribe blood-thinning medications such
as warfarin (Coumadin), heparin or
low molecular weight heparin. The
length of treatment will vary from person to person, but individuals on anticoagulation therapy may need to have
their blood monitored regularly to be
sure that dosing is correct.
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Reasearch—Lessons Learned
The Universal Data Collection (UDC) System

Through the years, many bleeding
disorder patients have consented to
participate in the Universal Data Collection (UDC) System, which was established by The Centers for Disease
Control and Prevention (CDC). The
UDC gathered information about complications that occurred among patients
receiving care in hemophilia treatment
centers (HTCs) throughout the United
States. The UDC was designed to
monitor trends and changes over time
and the analysis will continue for many
years. Researchers examined information on joint health, treatment product
safety, inhibitors, treatment practices,
babies, academic achievement, obesity,
blood safety, and changes in the causes
of mortality, to name a few areas of
interest.
Many articles have already been
published from an analysis of the data
gathered, and the lessons learned have
been insightful.
Blood safety – Since
1998, no new infections of
hepatitis A, hepatitis B,
hepatitis C or HIV have been
linked to using blood products to treat bleeding disorders. Blood samples from participants
that were stored (2002 to 2003) during
the early days of the West Nile virus
epidemic showed no evidence of
spreading the virus through clotting
factor products. In 2004, a study of
stored blood showed that very young
children who used plasma-derived
clotting factor products were more
likely to have been exposed to parvovirus B19 infection. This led to increased
testing as part of the manufacture of
these products.
Joint Health - Joint infections are a
rare complication of hemophilia and

occur most frequently in
target joints or joints that
have undergone surgery.
Males with hemophilia
who are overweight are more likely to
have less mobility in their joints than
those who are not overweight.
Inhibitors – The rate of inhibitor
development is very low in previously
treated patients. Those who develop an
inhibitor are at a higher risk of developing joint disease and other bleeding
complications, which has reduced their
quality of life. Inhibitor development is
an area that needs more research into
the links, if any, between types of
genes a person has and if that person
will develop an inhibitor, why inhibitor
occur, and how to find and measure
inhibitors.
Treatment practices – Prophylaxis
treatment appears to decrease bleeding
inside the head among people with
severe hemophilia who do not have an
inhibitor or HIV. However, treatment
practices vary from HTC to HTC and
more research is needed to look into
these different philosophies of treatments.
Babies - The
most common sites
of bleeding among
babies are circumcision site and the head. Bleeding inside
the head is a serious complication that
results in a brain injury among 20% of
patients. More than 70% of the 580
babies with hemophilia enrolled in the
UDC from 2003 to 2007 reported having a bleeding episode before 2 years
of age, and one in five bleeds involved
the head. Diagnosing of hemophilia in
the United States begins at a very
young age. Half of the people with
mild hemophilia are diagnosed by 3

years of age, half of those with moderate hemophilia by 8 months and half
with severe hemophilia are diagnosed
by 1 month of age.
Academic
Achievement – Men
with hemophilia A
graduate from high
school at a similar or
higher rate than the national population
of men.
Overweight and obesity – Youth
with hemophilia follow the same trend
as the general population with rates of
overweight and obesity. However, the
increased weight puts them at risk for
long-term joint damage and they are
more likely to have less joint mobility.
Mortality – Among deaths of people with bleeding disorders reported to
the CDC during the period 1997-2007,
the most common causes were related
to HIV (19%) and liver disease (22%).
Bleeding causes were less common
(12%).
The information that has been collected will continue to be researched
and other studies are planned in the
areas of severe von Willebrand disease, complications among children
with hemophilia who are younger than
2 years of age, and why some children
have joint issues without having more
bleeds, etc….
If you are interested in a listing of
publications or more information,
please visit the CDC website at http://
www. cdc.gov/blood disorders.
“The Universal Data Collection
(UDC) System,” The Centers for Disease Control and Prevention (CDC),
National Center of Birth Defects and
Developmental Disabilities, Division
of Blood Disorders, June 2011.
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ITP

(Immune Thrombocytopenic Purpura)

Awareness Month

September is National ITP Awareness Month. The Platelets Disorder
Support Association (PDSA) requested
the designation of ITP Awareness
Month and its addition to the National
Health Observance List to increase the
public’s understanding of ITP and
other platelet disorders, let patients and
their families know that there are resources and support available to help
them have the best possible outcomes
and that they are not alone.
Immune Thrombocytopenic Purpura (ITP), is an autoimmune disease
in which the body mounts an immune
attack toward platelets. They are
marked as foreign by the immune system and eliminated in the spleen and
sometimes, the liver. In addition to
increased platelet destruction, some
people with ITP also have impaired
platelet production. Platelets are rela-

tively small, irregularly shaped components of our blood. They are required to maintain the integrity of our
blood vessel walls and for blood to
clot. Without a sufficient number of
platelets, a person with ITP is subject
to spontaneous bleeding or bruising.
People with ITP often have bruises
or small purple spots on their skin
(petechiae) where their blood has escaped from their veins or capillaries.
Spontaneous bleeding can also occur
in the mucous membranes on the inside of the mouth or in the gastrointestinal tract. It is possible, with a
decreased number of platelets, to have
a spontaneous cerebral hemorrhage.
ITP is often accompanied by fatigue
and sometimes depression.
Chronic ITP and platelet function
disorder are perhaps the most com-

Networking News
BCDI Support
Groups
One of the many services offered at BCDI
are support groups for
patients and their families living with hemophilia.
The support
groups are held 3-4 times a year at a
variety of locations throughout downstate Illinois. The meetings are informal allowing families to share their
experiences and frustrations of living
with a chronic disorder.
The BCDI Family Support Group
would like to extend their support to

all patients and families being seen at
BCDI and by Dr. Tarantino. The
group feels they would benefit from
learning about other diagnoses and
how other families manage with living with a chronic disorder. We hope
you can join us at the next meeting
that will be held in October. Please
check our website for future meeting
dates. If you have any questions regarding the meetings or would like
more information, please contact
Marsha Hurn, Medical Social Worker,
at (309) 692-5337 or
mhurn@ilbcdi.org. We look forward
to seeing you and your family!

mon bleeding disorders. It affects
both sexes and all ages and races.
The prevalence of ITP in the US has
been grossly underestimated from
payer databases but, likely, totals
more than 120,000 persons. That’s
more than 10 times the number with
Hemophilia
PDSA is currently coordinating
and promoting ITP Awareness Month
initiatives, including the National
Walk/Run: Pump it Up For Platelets
~ for a world free of ITP and Sport
Purple For Platelets Day on September 30, 2011. For more information
on these initiatives and ITP, please go
to the PDSA website at
www.pdsa.com.

Illinois Hemophilia
Walk 2011
The 2011 Illinois
Hemophilia Walk is
scheduled for September 17, 2011, at
10:00 a.m. at Diversey Harbor in Chicago, Illinois. BCDI is sponsoring a
team again this year. If you would like
to join our team, please contact Marsha
Hurn at (309) 692-5337 or email her at
mhurn@ilbcdi.org for more information. You can also create your own
team by signing up at http://bit.ly/
Hemophilia.
For more information about the
Illinois Hemophilia Walk, please go to
the Hemophilia Foundation of Illinois’
website at http://
www.hemophiliaillinois.org/. We
hope to see a lot of familiar faces at the
walk this year.
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Understand your Health Insurance
Most private
health insurance policies
have networks
of hospitals,
doctors, pharmacies, and
other health-care providers. Depending
on the type of policy, care may be covered only when received from an innetwork provider. Other policies give
you a choice of receiving care within
or outside their provider network. The
portion of health care cost covered by
your insurance may vary depending if
the services were provided in-network
or out-of-network. Whatever type of
insurance you have, it is important to
review the list of participating providers (doctors, hospitals, laboratories, or
pharmacies).
To determine who your covered
providers are, please read through your

policy/benefit handbook or call your
insurance carrier directly for guidance.
The Member Service Department,
through your insurance plan, will be
able to provide a list of providers, hospitals, laboratories and pharmacies that
are part of your plan. Some of the
blood tests that we request are specialized and only a limited number of
laboratories in the country process
these tests. When this happens, we
send those special labs through innetwork providers.
When you come in for your appointment, please bring your insurance
card. At that time, you will be asked
what hospital your lab work can be
processed by according to your insurance plan. If you’re unsure, Shasawna,
our Billing Specialist, will contact your
insurance carrier to determine coverage for lab work. If you are seen at one
of our outreach clinics, contact your

insurance carrier to see which hospital
in Peoria can perform the laboratory
testing. Remember, benefits offered by
an insurance carrier can vary from plan
to plan. We would be glad to inform
you if we are a participating provider
with your carrier. As we mentioned
before, every plan is different, so it
would be in your best interest to contact member services to find out if
your plan covers the visit with Dr. Tarantino or if preapproval is needed. If
you find out preapproval is needed,
please contact us to let us know and we
will handle it from that point.
For those patients who are under
the State of Illinois Medicare or Medicaid (IDPA, All Kids, Public Aid, and
Medical Card) Programs, Dr. Tarantino is a covered provider for those
programs. This would include office
visits and lab work.

“People grow through experience if they meet life honestly and courageously. This is how character is built.”
Eleanor Roosevelt

No Summer Vacation for Newly Formed
BCDI Consumer Advisory Board
By: Jenny Rummans—BCDI Advisory
Board President

New Family Mentoring Program, as
well as a proposed Pen-Pal program
The Consumer Advisory Board
for peer mentoring at Family Day.
has been hard at work this summer on Both mentoring programs will be
several projects that we are passionate closely followed by Marsha Hurn, ourabout. The need for a mentoring pro- medical social worker, and will be
gram targeting new BCDI families has open to all bleeding and clotting disorbeen addressed, and the details are be- der patients.
ing ironed out. We discussed the need
We also talked about a need for the
for a patient-to-patient “Pen-Pal” type newly diagnosed to have access to
Peer Mentoring Program. We exgood, scientifically sound information
plored the possible snags and pitfalls
about their diagnosis. In response to
of such a program and looked into sev- this need, we decided to build up the
eral avenues of connection through
informational flyers in the waiting
HFI camp, email, and other social me- room, and organize them into new disdias. Meredith Sary spoke about the
plays on the wall. In addition, we are

happy to be gathering a stockpile of
books and DVD’s on Bleeding Disorders. According to Angie Riedel, since
most of those resources are free, we
will be able to give a copy of the book
or DVD directly to the patient.
Thrombophilia resources, however, are
harder to come by. A few good titles
are being acquired and read through.
We hope to purchase a small stack of
Thrombophilia materials to form a
lending library.
Cont. page 7 “Consumer”
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Mark Your Calendar!
September 17th—2011 Illinois
Hemophilia Walk at Diversey Harbor
in Chicago. Join our team or make
your own.
September 17th—What Women
Want Event—Bloomington, IL—
Visit our booth
September 30th—BCDI Trivia
Bash Fundraiser —Five Points
Washington—Washington, IL
October 29th—Women’s
Lifestyle Show—Peoria, IL—Visit
our booth
November 10th—12th—National
Hemophilia Foundation’s 63rd
Annual Meeting—Chicago, IL

Hispanic Outreach
BCDI has partnered with the Peoria
Friendship House in
order to promote
awareness on bleeding
disorders in the Hispanic population. On
June 22, 2011, BCDI
held an educational
event at the Friendship House in Peoria with interpreter assistance from Dr.
Mercedes Gadea-Lopez, a resident at
OSF Medical Center. Dr. GadeaLopez is very dedicated to helping
educate underrepresented populations
to ensure they are receiving the best
health care available. It is BCDI’s
goal to continue to educate underserved populations in downstate Illinois. BCDI participated in a Hispanic
Health Fair on August 6, 2011, also
located at the Friendship House in a
Peoria.
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Method:
Try this recipe to boost your vita- Prepare grill.
In a small bowl, mix flour, corn
min D intake!
meal, black pepper, white pepper, and dry mustard. Dip salmon
fillets in egg wash then directly
Yield:
into flour-seasoning mix.
Serves 4
Individually cut tinfoil and baking
paper to wrap fillets. Brush 1/2
tablespoon olive oil on each bakIngredients:
3 whole eggs, mixed (egg wash) ing paper, lay salmon fillet in paper, and then drizzle another 1/2
1/2 cup all-purpose flour
tablespoon on top of fillet. Care1/2 cup corn meal
fully wrap salmon to prepare for
1/4 teaspoon freshly ground
grill.
black pepper
Lay the salmon fillet packets
1/4 teaspoon white pepper
on
the pre-heated grill and cook
1/4 teaspoon dry mustard
until firm or about 15 minutes.
4 tablespoons olive oil
You may rotate to cook evenly.
4 salmon fillets, skinned
While salmon is cooking, mix
butter with basil and salt to taste.
Chive-Butter
To serve Salmon, remove fil4 tablespoons unsalted butter
lets from foil and spoon one taFresh basil, to taste
blespoon of chive butter over the
Sprinkle salt
each fillet. Serve. To add some
extra Vitamin D to your meal, be
sure to enjoy a glass of delicious,
cold milk!

Sunshine Salmon

Cont. page 6
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Furthermore, we are looking into
organizing a list of good websites for
each specific diagnosis so any interested person can look up information
when they want to.
Also, we agreed that the newlydiagnosed could benefit from a folder
full of information on their diagnosis.
The BCDI is currently developing
such informational folders, and we
hope to have a few samples to look at
during our Fall meeting. Lastly, we
briefly touched on the desire of the
board members to know about all that
BCDI has to offer. We thought it
would be nice to organize all available programs into a brochure and

also to
“advertise” them
in the waiting
room and the
exam rooms.
Our next
meeting will be at the end of September, Please feel free to contact me,
Jenny Rummans, through the BCDI at
309-692-5337 or email BCDI at
info@ilbcdi.org if you have any questions, concerns, or ideas.

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.
August 8

Peoria

August 17

Decatur

August 22

Peoria

August 29

Thrombophilia

September 7

Springfield

September 12

Peoria

September 26

Macomb

October 5

Champaign

October 10

Peoria

October 19

Champaign

