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Scholarship Information

Now is the time of year when many begin to think about college scholarships. The HFI website has a list of some of the

scholarship opportunities that are available to different segments of the bleeding disorders community. Some are only available to
the individual with hemophilia, while others are open to siblings, or children of affected individuals. There are some that are open
to families with von Willebrand disease. While many are aimed at persons who will be attending college or university there are

some which support technical or vocational studies. Each application and deadline is different. Some require letters of

recommendation and essays. Read over the requirements and ask questions if you are not sure about the requirements. The social

workers at the Hemopbhilia Treatment Centers may be able to provide you with some suggestions and orientation.

Applications Available for the Bradley Krueger Scholarships
We are proud to announce that we are now accepting submissions for this scholarship.
Brad’s family started this fund to help other people with hemophilia achieve a higher
education—to live a full and productive life. Those who knew Brad understand that he lived
life to the fullest and never let illness “get him down” for long. He was fun loving and had
many friends and family who adored him. This scholarship will live on as a testament to his
strengths and determination. It is available for people with a bleeding disorder, parents,
siblings and/or carriers. Scholarship(s) can be used for tuition for any type of post-secondary
institution — including trade schools, room and board, books, and supplies (including
computer equipment). Scholarship(s) will not be paid to the individual — must be paid to an
educational institution or in the case of supplies directly to the vendor. Applications will be

e

accepted until June 1st and are available on our web site — www.hfi-il.org. The Committee
has made up to $2,500 available for scholarships this year which will be awarded at the HFI

Annual Meeting in July.

Additional Education Opportunities

This is a list of some of the scholarship opportunities available to members of the bleeding disorders community.

Please check all particulars including deadlines with the responsible organizations.

Mark your calendars
for the 2nd Annual
Bowling Event to
support the
Bradley Krueger
Scholarship Fund
See Complete Details in
this FactorNet. The
registration form is
available on the
HFI web site

Scholarship Source Deadline Phone Web Addresses
Mike Hylton and Ron Niederman Memorial Factor Support Network Pharmacy | April 30 (877) 376-4968 factorsupport.com
Scholarships (5) - Includes immediate family

members

Millie Gonzalez Memorial Scholarships for Factor Support Network Pharmacy | April 30 (877) 376-4968 factorsupport.com
WOMEN with bleeding disorders (2)

Professor Ulla Hedner Scholarships & Adult NovoNordisk April 30 (877) 668-6777 us.novoseven.com
non- traditional education grants (several)

Bill McAdam Scholarship Fund Cathy McAdam May 15 (313) 563-0515 mcmcadam@comcast.net
Coagulife National Educational Scholarship Coagulife ? (866) 858-9200 coagulife.com
Education is Power Scholarship (several) MedproRX May 1 (866) 528-4963 medprorx.com

HHS Memorial Scholarships (Multiple) Open | Hemophilia Health Services May 1 (615) 850-5175 accredohealth.net/hhs/
to a wide variety of bleeding disorders

Rachel Warner Scholarship Committee of Ten Thousand ? (800) 488-2688 cottl.org

Renee Paper academic Memorial Scholarship | NHF Project Red Flag May 16 (800) 424-2634 projectredflag.org
Lawrence Madeiros Scholarship Lawrence Madeiros Scholarship June 1 (518) 863-2668 adirondackspintacular.com
Kevin Child Memorial Scholarship NHF June 27 (800) 424-2634 hemophilia.org

Eric Delson Memorial Scholarships (1) Caremark July 1 (800) 323-8083 caremark.com

H.S. (3) College

Christopher Mark Pitkin Memorial Scholar- Hemophilia Foundation of August 26 (800) 371-4123 www.hemosocal.org
ship (2) So. California Residents Preferred Southern California
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2nd Annual

Bradley Krueger Scholarship Fund Bowling Benefit

Saturday, May 10, 2008 at 6:30 PM
Arlington Heights Lanes, 3435 North Kennicott Avenue, Arlington Heights

Brad’s family started this
fund to help other
hemophiliacs by awarding
college scholarships so
that they can live a full
and productive life. Brad
lived with hemophilia his
entire life and sadly
passed away in December,
2006. Let’s honor Brad by
adding to the 525,000
collected last year at this
event!

Come out for a night of
great friends, great
bowling, a great benefit,
and a great time!

Cost: $35.00 per person (%2 5.00 per person for dinner only)
Includes dinner, bowling, and entry into raffle - Cash bar available

Interested in donating a silent auction basket? Let us know!
Can’t make it? Buy tickets for the raffle for a 42 flat panel LG T.V. and a 2 night trip to Las Vegas!

Capacity is limited - sign up fast!

BradleyKruegerScholarship@gmail.com
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Healthcare Reform—Where Are We and Why Now?

This article is a synopsis of the keynote address made at the Advocacy Retreat held on February 2 which focused
on insurance.

ealthcare insurance is undergoing massive reform in the US. Payers—the private insurance companies

or state and federal programs that pay for our factor and hemophilia healthcare—are gaining greater

control over our treatment choices. In their efforts to cut escalating costs, payers are limiting choice of

factor product, factor provider, and even treatment regimen. Critical to this discussion is the
consideration as to why healthcare reform is gaining so much momentum at this time.

Two key factors are leading the way on healthcare reform: first the rising number of uninsured and second the steps
employers are taking regarding insurance coverage. During the two year period 2003 and 2004, there were 85.2
million adults under the age of 65 who had no health insurance. This is an astronomical number that compares to the
total population of 32 states and the District of Columbia.

At the same time, more and more employers are moving from insurance being an employee benefit to an employee
contribution program — much like a 401k plan. The height of employer-sponsored insurance was in the 1950s when
70% of all US employers offered insurance to their employees. In 2006 that number had dropped to 66% and in
2007 fell another 5% to 61%. This is definitely a trend that will continue.

We all know the price of health care is increasing. Recent statistics report a 35.9% increase in the costs paid by
individuals. And, in fact, it is currently estimated that 1 in 6 insured individuals still have problems paying their
health care costs — even with insurance.

While these statistics are scary on their own it is also important to review them in light of the growing vulnerability
they place on the American economy. The US Department of Labor estimates that there is a growing shortfall in the
US workforce that will reach 10 million by the year 2010. At the same time due to the priority we place on our
health, it is estimated that there are 18,000 premature or unnecessary deaths each year due to the lack of health
insurance. This is amazing when well-documented studies show that as small as a 2% decrease in cancer deaths
alone could save the US economy one trillion dollars.

It becomes clear as to why healthcare reform is a growing issue that all of us must consider each day. With this said,
what is the next step we take together? REFORM! In other words, what should reform look like. While the
majority of individuals who do have insurance are still covered privately (68.5% nationally), there is a growing
number of individuals that are covered through public programs like Medicaid and Medicare (26.7% nationally).
This therefore, begs several questions. Should the changes occur at the federal or at the state level? Should they
occur in the private sector or in the public sector? Who will lead the charge for these changes?

There are a growing number of states that are trying to take the steps that the federal government has not been able to
achieve by taking on the task of universal health care. There are currently four states which have adopted plans,
three additional states that have universal coverage for children (including Illinois) and another seven states that are
in the consideration process. While each of these programs are different and have merit, there are a few elements
that are consistent in each:

.0

% Complete healthcare program for every uninsured resident regardless of medical condition or
income (must be without insurance)

% Some type of employer participation

+« Mandates for individual participation

7

These programs are also all funded in a variety of manners including funding from special taxes and costs shared by
employers, individuals and the government.

(continued) o
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Healthcare Reform—Where Are We and Why Now? (continued)

To further complicate the health care environment is the current state of the US economy. Are we entering a
recession, in a recession, finishing a recession — who knows, but there definitely seems to be less money and

increasing costs. Home prices are falling, foreclosures rising and
housing construction spending is down 17.5% from a year ago.
The Department of Labor reported the biggest jump in food prices
in 17 years. To top all of this off, state budgets look bleak, with
year-to-year revenue down 0.6% where it was forecasted to
increase 2.9%

While the economy is going south, public program enrollment
increases with rising unemployment. The Urban Institute
estimates for every 1% increase in unemployment rate, there will
be another 1.6 million new Medicaid recipients. This is
especially difficult to address with the tighter state budgets
without increasing taxes and/or making budget cuts. Medicaid
can potentially be hit big by either reducing benefits and services
or crowding out previously eligible populations.

All of this can and will definitely play a role in the health care
reform landscape. As the economy worsens we can expect to see
decreased access and increased cost sharing. We are already
seeing employers shift employees to state plans most notably
through lay-offs, higher premiums and out of pocket expenses,
and increased co-pays/co-insurance. If the situation worsens the
next steps may get even more drastic including lowering caps -
Lifetime, Annual and Prescriptions, preferred drug lists/prior
authorization, preferred/sole source providers and possibly even
the introduction of fail first therapy strategies.

While this may all seem bleak there are definitely things we can
all do to be proactive. While you have all heard these key points
before, they are repeated here once again.

Know Your Insurance

Become an Advocate

Join the Advocacy Committee

Keep a Watchful Eye on Your Government

Get to Know YOUR Legislators — State & Federal

Empower HFI’s Collective Advocacy Voice

Martin Luther King, Jr. once said, “Our lives begin to end the day
we become silent about the things that matter.” This is vital

O ne of the key outcomes from the

February 2™ Advocacy Retreat was the
development of a comprehensive list of issues
identified by the nearly 60 participants in the event.
This information will be used to direct the advocacy
efforts of the Hemophilia Foundation of lllinois over
the coming months.

Issues Related to Access/Cost

Access to Factor/Care for people with bleeding
disorders (3)

Access to affordable and appropriate treatment (8)
Provider reimbursement of factor (2)

Cost of medication (2)

Cost of insurance

Uninsured (2)

Issues Related to Education

Raise awareness of insurance issues

Better understanding of Insurance/Industry (2)
Lack of bleeding disorder knowledge by the
insurance community

Better access to insurance companies — i.e.
discuss policies and issues — public-private (2)
Build system to nurture support at consumer level
Transitioning adults; education, insurance, career
choice (2)

More information on VWD and other rare bleeding
disorders

What is the same as hemophilia vs what is different
— NORD

Educate employers

Issues Related to Insurance

Efficient and effective changes in insurance
coverage/policies

Develop wide scope of insurance options (6)
Caps (4)

Secondary complications as it relates to
insurance

Lack of coverage

Portability of insurance

Confidentiality and Disclosure

How to change Caps — at the Federal and/or State
level

* Numbers indicate multiple responses

advice to the bleeding disorder community at this pivotal time in history.

We know what happens when we are silent. We cannot and will not let this happen again.
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Points of Interest

Here is “snapshot” of a few articles you might find interesting

S

Hepatitis C and Fibrosis, Is a CT Scan an Alternative Diagnostic Tool?

A study, Optical analysis of computed tomography images of the liver predicts fibrosis stage and
distribution in chronic hepatitis C Manuel Romero-Gémez et al, published in Hepatology as reported in
the online resource hivandhepatitis.com looks at the CT Scan [Weighted CT mean fibrosis ("Fibro-CT")] as a possible option for
the gold standard liver biopsy procedure. The authors of the Spanish study involving 141 cases conclude: "Optical digital analysis
of CT images of the liver is effective in determining the stage and distribution of liver fibrosis in chronic hepatitis C."
Hivandhepatitis.com—Use of CT Scans to Monitor Liver Fibrosis in People with Hepatitis C [ www.hivandhepatitis.com ] - 01-08-03

Canadians Establish Care Standards

In June, the Canadian National Hemophilia Standards Group presented their document to the Canadian Hemophilia Society
(CHS) and the Association of Hemophilia Directors of Canada. The CHS and the Comprehensive Care Teams of Canada’s 25
HTCs adopted the Canadian Comprehensive Care Standards for Hemophilia and Other Inherited Bleeding Disorders

[ www.hemophilia.ca/len/1.2.php ] - Hemophilia World, WFH, October 2007 Vol 14 No 3 [ www.wfh.org ] - 01-08-04

lllinois Campers Selected for NHF Texas Teen Retreat

Congratulations to Miguel Brown, Taylor Mills, Anthony Vetter, and Marc Zalik ! They were chosen by the NHF National Youth
Leadership Institute (NYLI) to participate in their first ever NYLI Teen Retreat at Camp For All, in Burton, Texas. The aim of the
program is for teens with bleeding disorders from across the US to get to know others like themselves. The retreat is designed to
help build leadership skills in the youth of tomorrow, promote friendship and fun, and provide education about bleeding disorders.
These youth are the future of the bleeding disorders community and the face of it in their local community. Hopefully more youth
will become involved in the wider community.

vWD and Childbirth

The NHF enews for January highlights a look back study done by the HTC at the Newark Beth Israel Medical Center in New
Jersey. The report, “Experience with Epidural Anesthesia in Pregnant Women with Von Willebrand Disease” was published in the
November 2007 issue of the journal Haemophilia. It looked at female vWD patients who had undergone epidural anesthesia (EA)
during the delivery of a full-term babies. ‘Despite the relatively small size of the study (17/64), investigators were still encouraged
by the results, suggesting that EA can be administered in patients with VWD if certain precautions are taken. “Our patient group
does suggest that EA can be safely administered to women with mild type 1 VWD in whom coagulation defects have normalized,”
said Jay Varughese, MD, the lead author of the study. “Coagulation parameters should be obtained in the third trimester to
evaluate for safety prior to administration of EA. A larger prospective study with baseline, late term and postdelivery coagulation
factor levels should be performed to confirm the safety of EA in women with vWD.”

NHF enotes—January 2008, [www.hemophilia.org] - 01-08-17

a0 000000000000000000000000000000000000000000°

Publications

Hemophilia Federation of America Symposium in Little Rock May 1-4

In addition to the main programs, HFA will have Children’s programming. HFA Kids (ages 3-7), HFA Preteens (ages 8-
11), and the HFA Teen Connection Program (ages 12-18).
Dateline Federation, Hemophilia Federation of America, , Vol 10 No 14 Year 07 [www.hemophiliafed.org ] 01-08-08

FDA Approves HIV Drug Etravirine After Priority Review

“The FDA approved etravirine tablets for the treatment of HIV infection in adults who have failed treatment with other
antiretrovirals. Etravirine is a non-nucleoside reverse transcriptase inhibitor (NNRTI) that helps to block an enzyme which
HIV needs to multiply. The drug was approved to be used in combination with other anti-HIV medications. Sold under the
trade name Intelence, etravirine received a priority review by the FDA. . . . When used with other active anti-HIV
medicines and when taken as prescribed, etravirine reduces the amount of HIV in the blood and increases white blood
cells that help fight off other infections. In addition, etravirine may reduce the risk of death or infections that can occur
with a weakened immune system”
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Prophylaxis Prevents Joint Disease in Boys with Severe Hemophilia

A multi-center study published in the revered New England Journal of Medicine
demonstrated the efficacy of prophylaxis treatment with recombinant factor VIII in reducing
the incidence of joint hemorrhages, life-threatening hemorrhages and other hemorrhages,
while lowering the risk of joint damage among young boys with severe hemophilia. The

researchers found the prophylaxis dosing schedule to be effective in preventing hemarthrosis /

and structural joint damage in young boys.

The study followed 65 boys younger than 30 months old. The final evaluations were performed when the boys reached age
6. The boys were randomly assigned to two study groups:

~The prophylaxis group received 25 U of recombinant factor V11 per kilogram of body weight every other day
~The episodic therapy group treated only at the time of clinically recognized joint hemorrhage. 40 1U of recombinant
factor VIII per kilogram at the time of joint hemorrhage and 20 1U at 24 and 72 hours after the first dose

When the boys reached 6 years of age, 93% of those in the prophylaxis group and 55% of those in the episodic-therapy group
were considered to have normal index-joint structure on MRI. The mean annual numbers of joint and total hemorrhages were
higher at study exit in the episodic-therapy group than in the prophylaxis group. Researchers found an 83% reduction in the
risk of joint damage for the prophylaxis group. Also, children who received enhanced episodic therapy had extra-articular
bleeding in addition to hemarthrosis.

This study clearly demonstrates the efficacy of prophylaxis with recombinant factor VIII in reducing the number of
hemorrhages and in lowering the risk of damage to target joints in young boys with severe hemophilia. However, the high
cost of recombinant factor VIII is a barrier to widespread acceptance of prophylaxis. The children in the prophylaxis group
received 6000 IU of factor VIII per kilogram per year as compared to with 2500 1U per kilogram in the enhanced episodic
group. At a price of $1 per unit of recombinant factor V111, the cost of prophylaxis for a child weighing 50 kg could reach
$300,000 per year.

In conclusion the study demonstrates advantages of following a prophylactic dosing regimen of recombinant factor VIlII
in treatment of severe hemopbhilia in young boys.

Source: New England Journal of Medicine, August 9, 2007. Vol 357. No 6 pages 535-544.

Woman Spreads Bleeding Disorder News

Jeanne Millsap from the Herald News reported on one of our own; Kathy Cannell, of Romeoville. She has been successfully
treated for vonWillebrand disease (VWD) and is now an advocate for other women and men who have vWD. She is focusing
attention on this often under-diagnosed disorder by sharing her life experiences. “My story is very typical of the millions of women
who have vWD and don’t realize it,” said Kathy. “I hope that by sharing my own experience | can raise awareness of the symptoms
of vWD.”

Kathy, 51, was diagnosed with vWD nearly 20 years ago after undergoing a minor cervical procedure during which she experienced
severe hemorrhaging. With limited information given to her after the diagnosis, she continued to experience bleeding ulcers,
anemia, bruises and severe periods which had afflicted her since childhood. Like many vWD patients, she underwent a number of
unnecessary surgeries.

Earlier this year Kathy received the answers and treatment she needed and required. After being treated by a new hematologist,
Kathy was further educated about the signs, symptoms and available treatments for vWD. Since then, she has been able to move
toward a healthier lifestyle. She is energetic about advocating for others and doing all she can to ensure others receive the treatment
they need.

“Von Willebrand disease can be diagnosed from the patient’s history and the results of blood tests,” said Dr. Lisa Boggio, assistant
professor of medicine, Rush Hemophilia and Thrombophilia Center. “While there is no cure for VWD, treatment is available and
can help prevent complications. But the disorder must be properly diagnosed.”

Kathy is involved with the Hemophilia Foundation of Illinois as well as the National Hemophilia Foundation and is active in
Project Red Flag. For more information on Project Red Flag, visit the web site at www.projectredflag.org or call the National
Hemophilia Foundation’s Information Resource Center at (800) 42-HANDI, or e-mail handi@hemophilia.org.
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Articles and Publications Received — Spring 2008

Raising a Child With Hemophilia Fourth edition by Laureen A. Kelley [ www.kelleycom.com] 01-08-01
Symposium Agenda Coalition for Hemophilia B, Symposium March 8, 2008 in New York [www.coalitionforhemophiliab.org/]
01-08-02
Hivandhepatitis.com Use of CT Scans to Monitor Liver Fibrosis in People with Hepatitis C [www.hivandhepatitis.com]
01-08-03
Hemophilia World  WFH October 2007 Vol 14 No 3 [www.wfh.org] 01-08-04
COTT Washington Update Committee of Ten Thousand, November-December 2007 VOLUME 9 NUMBER 7 [www.cottl.org]
01-08-05
COTT Washington Update Committee of Ten Thousand, January 2008 Vol. 10 No. 1 [www.cottl.org] 01-08-06
Positively Aware Test Positive Aware Network, November/December 2007 [www.tpan.com] 01-08-07
Dateline Federation Hemophilia Federation of America, Vol 10 No 14 Year 07 [www.hemophiliafed.org] 01-08-08
The CBDC Connection Comprehensive Bleeding Disorders Center, Winter 2008 [www.hemophilia-ctr-peoria.com]
01-08-09
FDA News New HIV Drug Approved, January 18, 2008 [ www.fda.gov/bbs/topics/NEWS/2008/NEW01783.html]  01-08-10
Clot Hemophilia Innovation, November/December 2007 [ www.hemophiliainnovation.com] 01-08-11
Quest Coram, Winter 2007 [ www.coramhemophilia.com ] 01-08-12
Hemophilia Outlook Hemophilia Association of New York, Winter 2007/2008 [ www.hemophilia-newyork.org] 01-08-13
NHF enotes January 2008, [ www.hemophilia.org ] 01-08-14
Urgent Product Recall Baxter HealthCare, 1/17/08 Voluntary Recall of Specific Lots of Heparin
[ www.fda.gov/imedwatch/safety/2008/Heparin_recall_01-17-2008.pdf ] 01-08-15
NATT National Alliance for Thrombosis and Throbophilia, Winter 2007/2008 [ www.nattinfo.org | 01-08-16
The Source Plasma Protein Therapeutics Association, Winter 2007 [ www.pptaglobal.org ] 01-08-17
Voice Uninhibited Novo Nordisk, Issue 5 Volume 1, Winter 2007 [ www.novonordisk.com] 01-08-18
Treatment of Hemophilia Emergency Care Issues in Hemophilia, Keeth Hoots, WFH, November 2007, No. 43 [ www.wfh.org ]
01-08-19

Comprehensive Bleeding Disorder Center—CBDC

HTC CBDC is implementing a mentoring program for families newly diagnosed with hemophilia. The initial
diagnosis of a bleeding disorder can be mentally and emotionally overwhelming for a family. This may
cause a new family to feel reluctant to reach out for help from people they do not know. The purpose of the
mentoring program is for a family that has their own unique experience dealing with a bleeding disorder to
provide reassurance to families with a new diagnosis. The mentor family can be a companion to the new
CBDC family on this rollercoaster journey parents face with bleeding disorders.

News On February 27, 2008, CBDC, in collaboration with the Hemophilia Foundation of Illinois, hosted an

educational event for our patients who have been affected by hepatitis C. Twenty people attended the event
held at the Lariat Steakhouse in Peoria. Dr. Tarantino introduced the speakers and talked about how people with bleeding disorders
contracted hepatitis C. Dr. Shekleton, a gastroenterologist, discussed current treatments and outcomes as well as future treatments.
Dr. Slagle, an infectious diseases specialist, discussed how HIV treatment affects hepatitis C treatment. HFI will hold additional
Hepatitis C workshops in conjunction with Rush and Northwestern Hemophilia Treatment Centers. Please contact one of these
HTCs for more information on how you can participate in this important event.

Cook County/Stroger Hospital

We are pleased to present Dr. Radhika Peddinti, the new Attending Physician in the Dept. of Pediatric-Hematology/Oncology at
Stroger Hospital of Cook County. Dr. Peddinti did her Pediatric Residency at Stroger Hospital and her fellowship in Pediatric
Hematology/Oncology at Children’s Memorial Hospital (CMH). Her research there was in neuroblastoma angiogenesis, and she
also had the experience of working in the Hemophilia clinic at CMH. She joins Dr. Lilly Matthew and Dr. Lisa Giordano in the
treatment of children with bleeding disorders at the Stroger Hospital Pediatric Hemophilia Treatment Center.

Rush Hemophilia and Thrombophilia Center

The Regional Executive Council (REC) of Region 5 West has enlisted the help of Greg McClure, social worker of Rush HTC and
other stakeholders to develop an ethics/compliance/conflict of interest policy. A survey is being prepared to gage input from all
stakeholders involved and will be published soon.
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