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BCDI Launches a 340B Pharmacy
Hemophilia Treatment Centers
(HTC) were first developed in the
mid 1970s when home treatment
became possible with the advent
of purified factor replacement
products. The focus of care
changed from end of life rehabilitative care to preventative care
through use of a comprehensive
care model. By the mid 1980s,
hemophilia treatment centers
(HTCs) were organized into
regions by Health Resources
and Services Administration
(HRSA). The Center for Disease
Control (CDC) was funded to
help support HTCs and the
bleeding disorder population.
The Comprehensive Care
Model became the standard of
care, which includes a boardcertified hematologist with specific training in bleeding disorders, nurse coordinators,
physical therapist, psychosocial professional, program administrator and others. The
structure was adopted by MASAC (Medical and Scientific
Advisory Council of the National
Hemophilia Foundation) as the
requisite team for an HTC.
The BCDI is the only federallyfunded and federally recognized
treatment center in downstate Illinois. This allows the BCDI to participate in the Public Health Ser-

vice (PHS) 340B Drug Pricing Program. The program allows HTCs
to purchase and sell clotting factors at a substantial discount to
their patients.
The 340B pharmacy proceeds
provide federal support to HTCs
without increasing the federal
budget. “The purpose of the 340B

contract pharmacy for the dispensing and shipping of factor.
When placing a clotting factor
order, just call our nurse coordinators, Kelly or CJ, as always, and
they will assist you. We want the
ordering to be an easy process
for you. They will ask a few questions:







Patient’s current weight
The number of doses of factor
Supplies needed
Verification of insurance information
Confirmation of contact information
When to deliver

Since the factor is sent directly to
your home, please allow 1 to 2
days for delivery. In addition, Dr.
Tarantino and the BCDI clinical
staff will discuss any factor needs
at each comprehensive visit.
It is a win-win situation with
lower cost clotting factor and also
is to ….stretch scarce federal re- enhances services available at
sources as far as possible, reach- BCDI for yourself and others.
ing more eligible patients and
Whether you use our pharmacy or
providing more comprehensive
another, you will always receive
care services.” [H.R. Rep. No 102- the same high quality comprehen384, at 12 (1992)]
sive care.
The BCDI began its 340B pharmacy in November 2010, using a
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Trivia Bash a Huge Success!
The BCDI’s 1st Annual Trivia
Bash, held Saturday, November 6th
at the Green Chevrolet Hummer
Building, was a huge success. As
people are inquisitive and competitive by nature, what a great
way to exercise their brains and
have fun at the same time. We had
over 160 people with18 teams with
names like the Zombie Think Tank,
The Twinkies, Very Sary, “The”
table, Arzy’s Rangerz, and Murphy’s Unruly Law to name a few.
The names alone cued us in that
this was going to be a fun evening
full of lots of cheers and jeers as
the teams marked their progress
through 8 rounds of questions covering topics ranging from sports to
music, movies to Illinois locations,
current events to spirits and everything else in between. This went on
throughout the evening until “The”
table won first place with 58 out of
a possible 80 points and collect
their $100 prize. The last place

team was treated to dinner and
a movie (a box of macaroni &
cheese and $1 video).
The success of the Trivia Bash
is the direct result of the overwhelming support provided by
the community. The tremendous
outpouring of support was so
humbling. This event would not
have been possible without everyone’s help. We would like to
acknowledge the committee
members who organized this
event Pam Green, Melissa
Pardieck, Angie Riedel and
Meredith Sary. Jeff and Pam
Green generously donated the
use of the building for the event.
We would also like to thank all
of the volunteers, family,
friends, local businesses and
organizations who graciously
gave of their time and donated
monetary gifts and/or items to
be raffled or used as silent auction items. The monies raised

from the event go towards establishing a scholarship program at
BCDI and for educational outreach.
What a wonderful evening the
fundraiser was and as our guests
were leaving the event we kept
hearing the buzz about next
year’s event. I think there are a
lot of people out there recruiting
team members with plenty of
useless knowledge for the
2nd Annual Trivia Bash on
Sept. 24, 2011
MARK YOUR CALENDERS!

The Spirit of Giving
Drake
Green, a junior at Peoria
Notre Dame
High School in
Peoria, saw an
opportunity to
raise money
for the BCDI scholarship fund, but
also help out his fellow students.
This past year, Peoria Notre
Dame High School required all
students to purchase the same
Mac laptop computers. To help
protect the computers and provide a way to individualize the
laptops, Drake sold computer

skins to his classmates. Through
the sales of the skins, he raised
$500, which he donated to the
BCDI. Drake presented the check
to Dr. Tarantino at the Trivia Bash
held this past November. Thank
you, Drake, for giving back to the
bleeding disorder community.
Natylie Marx is the daughter
of Josh and Melissa Marx from
Bloomington, IL. Unbeknownst to
her father and mother, Natylie
started a fundraiser for BCDI at
her school by selling pictures that
she had drawn to the teachers and
staff at her school. Her parents
only became aware of her en-

deavor when a teacher wanted to
make a donation to Natylie’s
cause.
Natylie, a second grade student,
raised $57
dollars.
Thank you,
Natylie, for
helping
BCDI to
better
serve the
bleeding
disorder
community.
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Nurses’ Corner—Nose Bleeds 101
out of your vessels, either due to
Nosebleeds are abnormal clotting factors or platea common problem let function.
due to the rich vasHow do I treat a nosebleed at
cularity in the anterior portion of
home?
the nasal septum. Between the
 Sit up and lean forward
ages of 2 and 5, 30% of children
 Gently blow the nose to
will get at least one nose bleed.
remove debris that will
By the age of 10, over half of kids
prevent good clot formawill have an episode. While the
tion
vast majority of nosebleeds are
 Pinch the entire anterior
not signs of a serious medical
nose, just in front of the
condition and can be treated at
bony area
home, it is important to recognize
 Hold compression for 5-10
when you should see your physiminutes
cian for an evaluation.
When should I seek help?
What causes a nose bleed?
 If the child is less than 2
There are many causes of noseyears old
bleeds, and most of them are be If there is any history of
nign and can be treated at home.
bleeding problems in the
Typically, nose bleeds are caused
family
by direct trauma like nose pick If there is personal history
ing or when the tissue of the nose
of easy bleeding from simgets too dry. However, in rare
ple operations like circuminstances, a nose bleed could be
cision or tooth extraction
a sign that your blood is leaking
 If there is prolonged
By Mark Miller

bleeding (greater than 30
minutes) or blood that will
not clot with direct pressure
 If there is significant blood
loss to cause other symptoms (increased heart rate,
fatigue)
By following the most up-todate first aid recommendations
and being vigilant for the above
red-flag signs, you can provide
the most appropriate and costeffective care to an otherwise
common and vexing dilemma!
If you have any questions,
please do not hesitate to call our
Nurse Coordinators at 309-6925337 for more information.
This article was written by
Mark Miller, a 4th year medical
student with the University of Illinois College of Medicine, who
completed a rotation at BCDI with
Dr. Tarantino.

What is Vitamin K?
By: Jill Borst and
Allison Tallyn,
Bradley University Dietetic In-

tion is affected by vitamin K;
therefore, it is especially important for individuals taking this
medication to monitor the vitamin
terns
K content of their diet. Many peoVitamin K is an essential nutri- ple tend to avoid vitamin K while
ent for the human body because it taking Coumadin; however, vitamin K plays an important role in
functions in many important
chemical reactions. Two of these our body and consistent intake of
vitamin K is essential.
reactions take place in the liver
and include blood clotting and the
By eating the same amount of
formation of bones. Vitamin K as- vitamin K daily, your body can
sists in the formation of prothrom- use Coumadin to keep your blood
bin and other proteins that play
at the right consistency so that it
an important role in anticoagula- does not become too thick or too
tion. Vitamin K interacts with
thin. If you significantly change
many, but not all, medications
the amount of vitamin K you eat, it
used to thin the blood. Coumay change your anticoagulation
madin’s (warfarin) normal funcstatus. When the seasons change,

you may eat more or less vitamin
K-containing foods. Your doctor
determines how much medication
you need based on laboratory
values and your normal vitamin K
intake. Talk with your healthcare
providers if you know you will be
increasing or decreasing the
amount of vitamin K foods you eat.
Stay tuned for further information regarding vitamin K and common sources from the Dietetic Interns at Bradley University.
BCDI will be collaborating with
the Bradley University Dietetic
Internship program for articles on
nutrition and patient programming.
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Research at BCDI
Dr. Tarantino continues to be very involved with research
in bleeding and clotting disorders both at
BCDI and at the University of Illinois College of MedicinePeoria. Some clotting studies include Hemophilia, vonWillebrand Disease, Thrombophilia,
Chronic Immune Thrombocytopenic Purpura (ITP), Chronic
Neutropenia, and bleeding in
premature neonates. Many of
these studies are multi-center
studies that Dr. Tarantino has
been involved with for several
years.
One study that Dr. Tarantino
has been involved with for numerous years is the Universal
Data Collection through the Center for Disease Control and Prevention, which is open to individuals with hemophilia and vonWillebrand Disease who attend
comprehensive clinics at a federally-fund hemophilia treatment
center. The data collected from

this study are used to find out
how many people with bleeding
disorders have complications
and how severely they are affected, to study how different
treatments affect patient health,
to monitor the safety of blood
products used to control bleeding, to assess quality of life, and
to determine health issues that
need more research. A companion to this study is looking into
inhibitor development in individuals with hemophilia. From
the data collected, several articles have been published. To
view the articles log onto the
CDC website at http://
www.cdc.gov/ncbddd/
blooddisorders/udc/
articles.html.
As Dr. Tarantino adds new
studies, we contact individuals
who meet the criteria and asks if
he/she is interested in participating in the study. All studies that
are offered to individuals have
been reviewed by our local Institutional Review Board (IRB) to
see if the study if ethically sound.

Publications
Despite the
new beginnings of
the BCDI , this past
year has been an
active one with
many publications
and scientific presentations. Summaries of his most
recent articles are provided below. If you are interested in the
entire article or would like more
information about any of these
articles, please contact, the
BCDI.

“International consensus report on the investigation and
management of primary immune thrombocytopenia”
Blood, 14 January 2010, Volume
115, Number 2
Dr. Tarantino participated on a
22-member international panel
of clinicians from North America,
Europe, and Asia recognized for
their expertise in the management of ITP. This panel updated
previously published guidelines

To participate in a study, an individual is required to sign a consent form that explains the research, how the study works,
what type of information is collected, as well as the participants’ responsibilities, such as
consenting to blood draws, additional visits, and/or detailed diaries (to name a few conditions) so
that the individual can make an
informed decision. Although
studies have requirements and
the possibility of risks, it is
through research that new medications become available and
new treatment guidelines are developed. If you have any questions about studies that you are
participating in or future studies
at the BCDI is involved in, please
contact the office.

Docs That Rock
Dr. Tarantino
was selected to join
the elite of research
physicians in the
Peoria area as a
Rock Doc.
Illinois CancerCare Foundation honored 6 physicians in the
Peoria area at their 2010 CUREageous event held on Friday,
November 5th. The physicians
were recognized for their commitment to moving patient care
forward in the field of research in
their fields of medicine. Congratulations! Dr. T...You Rock!
and articles on the diagnosis and
management of primary immune
thrombocytopenia (ITP).
Cont’d on Page 5 Publications
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Publications cont’d from page 4
The panel developed consensus-based recommendations for
the diagnosis and treatment of
ITP in adults, children and pregnant women. In the past 11
months since publication, the
guidelines have been recognized and cited numerous times
by other experts in the field.
Tarantino MD, Mathias SD, Snyder CF, Isitt JJ, Gernsheimer T,
Young J. Impact of ITP on physician visits and workplace
productivity. Curr Med Res
Opin. 2010;26:319-28.
The objective of this research
was “to assess the impact of Immune thrombocytopenia purpura
(ITP) on doctor visits and workplace productivity.” This study
was conducted through an online
survey completed by 1002 ITP
patients and 1031 patients without ITP.
Based on the surveys, patients with ITP had more physician visits and lower work productivity. This may be an indicator that more research should be
completed to assess the true cost
-of-illness for patients afflicted
with ITP.
Gernsheimer TB, George JN, Aledort LM, Tarantino MD, Sunkara
U, Guo DM, Nichol JL. Evaluation of bleeding and thrombotic events during long-term
use of romiplostim in patients
with Chronic Immune Thrombocytopenia (ITP). J Thromb
Haemost. 2010 Mar 3. [Epub
ahead of print]

Romiplostim is a new longterm medication to be used to
raise the platelet count in patients with chronic ITP. This study
examined the clinical outcomes
related to patients who received
romiplostim to increase their
platelet counts. The clinical outcomes studied were reduced risk
of bleeding and an increased
risk of clotting. This phase 3 trial
was conducted over a 24 week
period and was offered to 125
patients with chronic ITP who
were then randomized into 2
groups. One group received the
romisplostim while the other
group was a control group which
received a placebo.
The study found that the incidence of severe bleeding was
decreased for the patients receiving the study drug. The frequency of patients developing
blood clots remained the same
for both groups.

Pipe S, Michael Tarantino, Leonard Valentino 3, Xiaolan Ye4,
Yan Xiong4, Michelle Luo M. Stability and Predictability of
Treatment Cost among Hemophilia-A non-inhibitor Patients
in the US. Poster presentation at
the Biannual Meeting of the
World Federation of Hemophilia,
Buenos Aires, Argentina, May 23,
2010

Dr. Tarantino, Drs. Pipe, Valentino and heath service experts of
Baxter Corporation reviewed the
cost of treatment for patients affected by Hemophilia A. They
concluded that the frequency of
patients with Hemophilia A having
an inhibitor is low. The cost to
treat Hemophilia A is relatively
stable from year to year across
the US.
M Tarantino, S Pipe, X Ye, Y
Xiong, M Luo , and Valentino.
Healthcare resource utilization
among hemophilia A patients
with inhibitor status in the US
Poster presentation at the Biannual Meeting of the World Federation of Hemophilia, Buenos Aires, Argentina, May 23, 2010
Dr. Tarantino and colleagues
further evaluated the different
types of healthcare costs when
treating a patient affected by hemophilia A and an inhibitor. Using
a large US healthcare database,
they reviewed the costs of treatment of patients including inpatient, outpatient, and pharmacy
cost.
Of the 1044 patients with hemophilia A in the database, only 6%
(63) had an inhibitor. The yearly
cost of treatment for those patients
ranged from $16,013 to $1,031,314
with a median of $271, 357. As was
expected, costs were higher for
those patients who underwent surgical procedures.
The study confirmed that the
number of patients with inhibitors
is low and, of those patients, only
a few had extreme high costs for
treatment over $1 million per
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BCDI Events 2011

Networking News

If you are interested in information on any upcoming events,
contact either Marsha or Angie
at 309-692-5337.

Scholarships For Higher Education

Feb. 16-18, 2011 -NHF
Washington Days
 March 8, 2011—Advocacy
Day at State Capitol, Springfield, IL
 April 17—World Hemophilia
Day
 Spring 2011—Women’s
Weekend Retreat TBA
 Summer 2011—Family Day
TBA
 Sept. 24. 2011— Trivia 2012
Bash—Peoria
 Nov. 10-12 - National Hemophilia Foundation Annual
Meeting—Chicago
Check out our website
www.ilbcdi.org for updates on
upcoming events. Many more
events are being planned for
2011.


Scholarships
are a great resource to help with
the growing cost of
college. Did you know there are
over 25 scholarships available for
persons with a bleeding disorder? There are also scholarships
available for family members of a
person with a bleeding disorder. Take advantage of the resources available to you and your
family to help offset the expense
of college. Remember that many
of the deadlines for scholarship
application submission are on or
before May 1st. You can find a list
of available scholarships on the

National Hemophilia Foundation
website at www.hemophilia.org,
Hemophilia Foundation of Illinois'
website at www.hfi-il.org or you
can contact BCDI, at (309) 6925337 or info@ilbcdi.org for a
complete list. Good Luck!
BCDI is funding two $1000
scholarships from funds raised at
the BCDI Trivia Bash. These scholarships will be administered and
awarded by the Community Foundation of Central Illinois. For an
application visit the Community
Foundation of Central Illinois
website at
www.communityfoundationci.org
or call Marsha at 309-692-5337.

Infusion Training Day
BCDI held its first Infusion
Training Day on November 19th
and it was a HUGE success!! The
BCDI medical staff worked one-on
-one with each family and tailored
the training to meet each family’s
specific needs. Different devices
were available to assist with training on both venous and port access, such as an artificial infusion
training arm with veins and a doll
with a port. Using the devices allowed families and patients to become comfortable with the process before practicing on a real
person. We also had a brave volunteer self-infuse in front of a
room full of people. This was a
very powerful experience for me
as well as others who were present. One of our patients who has
been self-infusing for several
years, worked one-on-one with

our younger patients who wanted
to learn to self-infuse. All of the
families that attended were very
successful in learning the infusion
process. If you or any family
members are interested in learning to infuse, please contact our
office at (309) 692-5337 to schedule an appointment. BCDI plans
to make this event a reoccurring
service offered to our patients and
families.
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Comprehensive Care
Thrombophilia Clinics
Dr. Tarantino and the BCDI
staff has recognized that patients
who are affected by deep vein
thrombosis or pulmonary embolism due to congenital clotting
disorders (thrombophilia) can
have problems regulating their
blood thinners, experience residual effects from the clots, and
other complications.
To meet the needs of these
patients, BCDI is offering com-

prehensive care clinics which
include the BCDI staff as well as
a physical therapist, dentist,
and a nutritionist. If you would
like more information about our
Thrombophilia Care Clinic,
please contact our office at 309692-5337 to speak with our
nurses, Kelly or CJ.

SAVE THE DATE
Tuesday,
March 8, 2011
HFI’s annual Advocacy Day at the
State Capitol in Springfield for
more information contact Bob
Robinson by email at brobinson@hfi-il.org or phone at 312427-1495.

Hemophilia Foundation
of Illinois (HFI)

has Moved
210 S. Des Plaines
Chicago, IL 60661
312-427-1495
www.hfi-il.org

Patient Grievance Policy
Although we believe that a
strong partnership between the
consumer/patient and the health
care provider is the best way to
resolve differences, we recognize
the need for a grievance procedure. We also recognize and support the consumer’s right to name
an advocate in any discussion including, but not limited to, grievances. The Patient Grievance Procedure utilized by the Bleeding
and Clotting Disorders Institute
(BCDI) is in accordance with the
Consumer Bill of Rights and Responsibilities, published by the
National Hemophilia Foundation,
as well as the policies of your
preferred hospital.
If a patient or family member
calls with a complaint that involves a staff health care professional or a direct health care issue, the complaint will be routed
directly to the Medical Director of
BCDI for resolution.
In the absence of the Medical
Director of BCDI, the complaint

involving direct health care issues will be routed directly to the
Business Administrator of BCDI
for resolution.
If a patient or family member
calls with a complaint regarding
issues other than direct health
care, the complaint will be routed
directly to the Business Administrator of BCDI for resolution.
In the absence of the Business
Administrator of BCDI, the complaint regarding issues other than
direct health care will be routed
to the Medical Director of BCDI.
Any grievance unresolved via
the above channels will be referred to the BCDI Board of Directors.
Any grievance directly involving your preferred hospital will
be initially referred to the Medical Director of BCDI. They will be
further referred to the Patient Relations Department at that hospital and handled in accordance
with the hospital's grievance procedures.

HFI Events 2011

March 5, 2011—Spring Gala
and Auction, Marriott Chicago O’Hare
 March 8, 2011—Advocacy
day at the State Capitol,
Springfield
 May 13-15, 2011—HFI Statewide Event - Lisle/Naperville
Hilton
 June 13, 2011—Driving fore
Hemophilia, TBD
 July 24-30, 2011—Camp
Warren Jyrch, Camp Shaw,
Manteno, IL
 September 17, 2011—
Hemophilia Walk, TBD, Chicago, IL
For more information please
visit the HFI website at www.hfiil.org or contact HFI at:
312-427-1495


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

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.
February 28

Macomb

March 14

Peoria

March 16

Springfield

March 23

Champaign

March 28

Macomb

April 6

Champaign

April 11

Peoria

April 25

Peoria

May 9

Peoria

May 23

Peoria

