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Enclosed in this newsletter are: camp
interest forms, zoo snooze, crawfish boil,
and annual meeting sign-up forms.

To conserve resources(time, postage,
paper, etc.) we are mailing all required
forms at one time. Please use the envelope
provided to return your forms

If you would like to attend any of these
events, please take the time "now" to
complete these forms and return them in
the envelope provided.
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1 want to thank all of you who cuntmue to lend your asswtance. guidance and good will to |
help fulfill the mission of LHF. This community is one blessed with people who come from all
walks of life and who bring with them such a variety of experienices and wealth of knowledge.
Much of the knowledge is what has been learned from dealing with hemophilia or other
bleeding disorders in your daily life and embracing the fact that active parﬂcﬁmﬁon is what il
keeps you on top of your health care needs. . '

1 cannut éxpress to ybu enough the graﬂtude 1 feel when 1 have the fortunate opploriunity to’ |
meet out members and hear their stories and life experiences. You are the reason why we ,

need to continue advocating for ass:stanne, support reséarch and mconraging our i ].'- o
community to band with us to continue our work for a cure. '

. fils
'Additiona“y."l want to"s‘eud a Warm tH‘ank ynu to all 6‘?’{119.' "sﬁﬁpdﬁi\ié s't“a"ﬁ’ at our ln‘c’é‘l ‘
!

----- |
be‘ing helé this year and in ﬁmm-. years. g\ | .

1 Iaek forward to our Annual Meeﬂng and. hope you havk the abﬁity te ji‘:_im 113 4n Baton ) ‘

Rcmge for this event, We p?an to have some stimulatinj presentatlous. gﬁporwnlﬁes to

4 . ' : { i‘ [
1 also ask eacb nf' ym; to emh_raoe the: Fact fhat ‘we can. all learn from each other gnd need'
reach out and. become one yoice fot“a iugher need. Each one of us has a unique perganahly 4

and sPecral talents that c.on'[bmed s‘togather can help us to achievé wondqrful 1h’r!ngs. et |
J L , '\' Y
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W T 8 T W T T ':f March 12- LHF Annual Skeet Shoot
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9 5 :0 " “ | April2- LHF Board Meeting

16 2 10 4 21 ;2 paid members may attend - must RSVP
23 19 20 2 # April 14-16 HFA Educational Symposium
30 : % 7 28 April 15 Dinner Presentation (Metairie)
Region: 7, 8, 9 invitations will be mailed

July 2011 August 2011
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12 5 14 % 17 18 1 May 14-  LHF Annual Crawfish Boil
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QOctober 24- LHF Annual Golf Tournament
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W ashlngton Days
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\\'f@ Mayon Landriet'said.

Advocacy: the act or process of
advocating or supporting a cause or proposal.
Each year the National Hemophilia
Foundation hosts Washington Days in
Washington, D.C. The purpose of this event
is to empower individuals in the bleeding
disorders community to affect the legislative
process. The Hemophilia community has a
strong track record of affecting public policy
on both the State and National level. This
event allows community members to become
better informed on legislative issues that may
affect quality access to care, meet face to face
with law makers; and learn grass root level
advocacy techniques.

This year I had the opportunity to
bring my wife and kids to D.C. and share our
experiences and stories with our lawmalkers,
Soon after arriving we were briefed by NHF
lobbyists regarding what was going on Capitol
Hill. This year congress was very focused on
the national budget and health care reform.
Even though health care reform was passed
last year and many aspects of the reform have
already started to become implemented,
challenges continue. Several states have filed
lawsuits against the federal government and
the House of Representatives voted to repeal
the plan. The senate has protected the plan up
to this point but it is essential to keep a close
watch on political maneuvering as things can
change quickly. Some of the aspects of health
care reform that directly impact the

hemophilia community are as follows:
Insurance companies are barred from
denying coverage to children, under the age
of 19, who have pre-existing medical
conditions, insurance companies have to
provide coverage for dependent children up
to the age of 26, Insurance plans are
prohibited from imposing lifetime caps on
coverage and Annual limits are being phased
out, For plan years that began September 23,
2010 and later, the annual limit cannot be
below $750,000. The minimum limit will be
raised to $1.25 million in September 2011,
and $2 million in September 2012.

My family and I had the opportunity to meet
with the offices of Senator Mary Landrieu,
Senator David Vitter and Congressman Bill
Cassidy. Our discussions centered around
several issues. One issue was to inform the
members about federal hemophilia programs
and how they are funded. There are two
federal programs that provide funding to the
HTCs: one at the Maternal and Child Health
Bureau, which fiinds coordination of care
services that are critical to managing the high
costs of the disease. The other program is at
the CDC; it funds prevention and blood
safety programs. We asked the Member to
oppose cuts to the Maternal and Child Health
programs and the CDC in 2011 and asked
that funding be maintained in 2012! We were
not asking for an increase, but only to
maintain the funding. Secondly, we asked
their support to maintain the private
insurance reforms included in the Affordable
Care Act, which allow individuals with
high-cost conditions, such as hemaophilia,
access to adequate and affordable coyerage.

Families from all across our nation came to participate in the Washington Days program. For more

information, visit NHF website at www.hemophilia.org.

The boys really enjoyed the experience and
have taken an interest in advocacy by sharing
a report with their classes and teachers.
Walking the long halls of the capitol can be
exciting as well as exhausting. Our last
appointment of the day with Congressman
Bill Cassidy proved to be just too much for
our little Madden, as he fell asleep on the
Congressman'’s couch. After leaving Madden
looked up at Morgan and I with hope in his
eyes and said, “one day [ want to work in
D.C. so I can help all of the people with
hemophilia.” Morgan looked at him and
proudly responded by saying, “ Madden, by
coming here you already have.”

To get involved with the Advocacy
committee please contact the office so your
voice can be heard!

Sincerely,

Tres Major

Louisiana Hemophilia Foundation
Advocacy Chair

Each year LHF sponsors people to
attend this; program
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Skeet Shoot

Silver Sponsor

Af% Bayer HealthCare

_ —  Pharmaceuticals

"“Shoot for a Cure"
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Special Thanks to Novo Nordisk

The 2011 Skeet Shoot Event Sponsor

Novo Nordisk is helping people with inhibitors realize their dreams.

Novo Nordisk offers financial, educational, and community support

Cha ng | ng porgrams to people with hemophilia A or B with Inhibitors so they can live
poss|b|l|t|es in more normal lives.
hemophlll a Find out more about how you can change your possibilities by calling

1-877-668-6777 today!

For more information, please visit ChangingPossibilities-US.com

Changing Possibilities In Hemophilia™ is a trademark of Novo Nordisk Health Care AG.

Novo Nordisk INC., 100 College Road West, Princeton, New Jersey 08540 U.S.A. @
© 2008 Nove Nord;sk Inc. 136847A Décember 20’08 HOVO nOdeSk




Research Update

Red Cross Bans Blood Donations

from CFS Patients

The American Red Cross (ARC) announced on its website
December 3, 2010, that it won't accept blood donations from
individuals with chronic fatigue syndrome (CFS). It maintains !
that donor deferrals are necessary in light of a possible, HEMOPHILIA PREFERRED CARE The_f}
though yet to be established, link between CFS and xenotropic www.hpeinternational.com '
murine leukemia virus-related virus (XMRYV).

Melissa Jones, RN, BSN
Community Consultant 800.757.9192

According to the Centers for Disease Control and Prevention, mionesehbelntarnatians) cam 225.304.1780

XMRYV is thought to infect many types of human cells,

i i CIf it is transmissible Empower patients with independence, knowledge and the abllity to achleve the highest quality of
mcludlng SOIC typ es of blood cells. If it is transmiss lifee by providing professionatand compasslonate care with education and community support.

through blood donations, it could possibly present a threat to ,
blood safety. In addition, a potential link between XMRYV and Factor Products Nursing Education
CFS in humans was not reported by researchers in a 2009 study
published in Science. The report showed that XMRV was
found in approximately two-thirds of CFS patients. However,
other studies showed an absence of XMRYV in individuals with
CFS.

Advocacy

The National Heart, Lung and Blood Institute Task Force is
conducting research to determine the frequency of the virus in
the donor population, whether it is transmitted via blood
transfusion, and if recipients can become infected and develop
the disease. Further, the AABB (formerly the American
Assoclation of Blood Banks) Interorganizational Task Force is
reviewing data, assessing the risk of transfusion-induced s e e

infection by XMRYV and providing information to the public. In HO Sp‘l Ce, A.S?S‘O“Clate S
addition, AABB is recommending that blood-collecting ""/(
organizations use donor education materials to discourage CFS

"The ability to give is disovering the

patients from donating. . "
true meaning of peace

In the meantime, ARC is erring on the side of caution. "At

present, there are no specific federal recommendations Greater BR Area 225-218-1300

regarding deferral of individuals with CFS or other diseases Greater NO Area 504-457-2200
that have been diagnosed with CFS, " read part of the

statement. Currently there is no cure for CFS and there are no
drugs to treat it. Hospice Associates is a locally owned and

operated company

Sources: (article provided by NHF)Bloomberg news (online), December 4, 2010 and ARC press release dated
December 3, 2010
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DNA Affects VWD Testing in African Americans

Researchers from the Medical College of
Wisconsin (MCW) in Milwaukee and several
other institutions published a study in the July
issue of Blood, the journal of the American
Society of Hematology, suggesting a
DNA-based explanation for discrepancies
found in certain lab tests that help diagnose
von Willebrand disease (VWD) in African
Americans,

The lead author of the study was Veronica
Flood, MD, pediatric hematologist/oncologist
and assistant professor, Division of
Hematology/Oncology, Department of
Pediatrics, MCW. Flood's research was
funded, in part, through a Career Development
Award from the National Hemophilia
Foundation.

VWD and its subtypes are characterized by
either quantitative defects (decreased amount)
or qualitative defects (abnormal structure or
function) in von Willebrand factor (VWF).
Bleeding symptoms can be mild, moderate, or
severe, depending on the type. Types I and 11

result from
quantitative defects-
either partial VWF
production or a lack of
it while type IT and its
subtypes result from
dysfunctional VWF. A
patient history of
bleeding symptoms,
plus the presence of
measuring VWF
quantity and function
can confirm the
diagnosis.

VWE ristocetin cofactor activity (VWF:RCo)
is a relatively simple lab test in which blood
cells are separated from a patient's plasma
(liquid component of blood). Ristocetin, an
antibiotic that prompts the binding of VWF
and platelets, is then added to the plasma.
Blood with viable VWF will clot, blood
without it will not. Researchers have found in
this and prior studies that African Americans
often exhibit a poorer ristocetin-induced
platelet aggregation, while
showing higher levels of VWF,
measure by the VWF antigen
(VWF:Ag) test, which indicates
the quantity of VWF in the
blood.
Investigators used data from the
TS Zimmerman Program for
the Molecular and Clinical
Biology of VWD
(ZPMCB-VWD), a large
multicenter study on patients

with VWD. Citing the ZPMCB-VWD data,
the authors explain that this discrepancy in the
VWEF:RCo/VWF;Ag ratio, which is sequence
known as single nucleotide polymophisms
(SNP). The SNP in this instance is triggered
by an amino acid substitution in the
"D1472H" location in the DNA sequence.

These contradictory results could cause
problems for patients. "Reliance on this
ristocetin cofactor activity assay, however,
may be a source of diagnostic error in certain
patients, especially those possessing SNPs that
directly affect ristocetin's interactions with
VWF. In addition, the presence of D1472H
may affect ristocetin-induced platelet
aggregation and could be a source of
diagnostic error in platelet function testing. It
is important to consider each patient's
bleeding history, taking into account historical
challenges and family history, as
indiscriminate VWF testing may result in
erroneous diagnosis and treatment," concluded
the authors.

Source: Article provided by NHF, The Study, "Common VWF Exon 28 Ploymorphisms in African Americans Affecting the VWF
Activity Assay by Ristocetin Cofactor," was published in the July 2010 issue of Blood =

The Louisiana Hemophilia Foundation is a Community Partner




~Requirements: attend
Louisiana, Lowisiana
student TOPS qualifi
disorder.

LHF sincerely hopes that all who are eligible will take ﬁ&wma;é’ﬁ%
options for living life to the fullest in the 21st century. Please let us h
are waiting for YOU to use them to learn and acquire additional s
with the bleeding disorder but also for immediate family membe

hand to those with bleedis

v

Sit www. hemophma.

Foundation and The Scott G. Fisackerly Memorial Scholarship
isorders who seek to further their education.

You cannot become a great person unless you are also a good person.

Great people respond generously to their instincts to do goodf

(HAWF)

g. The list below shows our current scholarship

Non-Traditional Scholarshi,
~Huey and Angelina Wilson Foundation

~$1000 awarded twice a year
~Requirements: attand a four year college in
Louisiana, Louisiana residents only, be over
21, have a bleeding disorder or be the parent

recipients.
NAME AGE | ISSUER TYPE HOMETOWN FIELD SCHOOL
Aaron Yates 26 HAWF Non-Traditional | Denham Springs Toxicology University of Louisiana
at Monroe
Adam Haydel 28 SGFMS Traditional Plain Dealing Biblical Studies Oval Bible College
Adam Mier 20 HAWF Traditional Lafayette Biological Science Louisiana State
University
Brandon Vining 21 LHF Traditional Morgan City Drafting La Technical College
Brennon Russell 20 HAWF Traditional Oscar Business Louisiana College
Christopher Boyer 23 HAWF Traditional Belle Chasse Mechanical Engineer University of
New Orleans
Jacob Allen 22 HAWF Traditional Houma Chemical Engineer Louisiana State
University
Jared Dier 22 HAWF Traditional Franklinton Kinesiology Louisiana State
University
Kimberly Dupre 22 LHF Traditional Gray Nursing (RN) Fletcher Technical
Tyler Brown 21 HAWF Traditional Denham Springs Physical Therapy University of Louisiana
at Monroe

*Each reciplent receives a complementary LHF membership.
*% All scholarship programs require 8 service hours after being awarded scholarship in order to reapply.
Arrangements must be made with the Executive Director in advance , who will schedule service hours conveniently.




One Step Further...

Addressing the 2ist Century

The 36th Annual
being held at the Embassy Suites Hotel in Baton Rouge. Check in
is Friday, June 10th, the sessions are Saturday, June 11, and

eeting and Educational Symposium is

check-out is Sunday, June 12th.

We took your comments and suggestions from the 2010
survey very seriously. Therefore, we incorporated the suggested
changes into the 2011 schedule. For example, instead of five
general speakers before the late afternoon break-out sessions we
will only have four. Two will speak in the morning, followed by
lunch, and two will speak the afternoon. Next we'll pull for door
prizes and then head over to break-out sessions and afternoon
refreshments.

In the meantime the 6 to 12 year olds will be away at a movie
and pizza day and the teens will be on a special field trip for the
day. Of course, the little ones will be safe and sound with the day
care staff at the hotel.

Hotel rooms for 2 nights, all of the meals, and the youth and
teen programs are PROVIDED AT NOT COST TO YOU. Your
only cost to attend the weekend meeting is the registration fee.
Please save the dates on your calendar and sign up today.

Upcoming Events...

Sign Up Today!

Zoo Snooze

Sponsored by Hemophilia Preferred Care on Saturday,
May 7th at the Baton Rouge Zoo. Only 20 children can attend,
so be sure to reserve your child's spot today by completing and
sending the sign-up form in this newsletter.
Crawfish Boil

Sponsored by AxelaCare and Bayer on Saturday, May 14th
at the Baton Rouge Zoo. Like last year, all attendees will
receive entry into the zoo for the day. After the crawfish boil
has ended you are free to tour at your own leisure.
Summer Camp

Camp is being held in Monroe, LA and begins Sunday,
July 10 and ends Friday, July 15. All transportation is provided
and there is no charge for camp to the families of the attendees.
If your child has a bleeding disorder, is between the age of 6
and 16, and wants to attend, please fill out the camp interest
form. Send it back in the envelope we have provided in this
newsletter. Once this form is received, the actual camp
application and forms will be sent to you.
Please save the dates on your calendar and sign up today.

|

f;»?:) Bayer HealthCare

Pharmaceuticals

0201 Bayer HeallhCara Pharmaceuticals Ine. f{ll_riqhts raserved. BAYER and the Bayer Cross

Frinted in USA  KNBSOOOAN

are realstered trademarks of Bayer.

| Commitment,
Leadership and 4
Innovation

BAYER HEALTHCARE %2 HEMOPHILIA COMMUNITY:




Through Therapies

Over the years, Baxter has introduced a variety of innovative therapies in
response to your search for hemophilia treatment options. Unique therapies
such as ADVATE [Antihemophilic Factor(Recombinant),
Plasma/Abumin-Free Method), the first factor VIII therapy free of blood-based
additives, Highlight our commitment to choice. They also illuminate our
investment in research and development.

Through Participation

In listening to your request for education programs,

we've developed a range of initiatives for patients,

families, physicians, and nurses. Baxter is also committed

to supporting local and national organizations, community events, and
volunteering.

Please see following page for Brief Summary.

EQNMUNIY =

Patianl & Communiy |

Eduaalional Frograms 3
B

i«l:‘ﬁscl Camp Eupul Y, et
rilghts' Cross! ducntion
" . munnlaﬁku} and more.

I!allur M)U'ATE‘ J.n‘lmw_ Camp Supurﬂr actor A
w‘ u.£om A trade s of Bantor Ir\l-umnan-l Ine.
.’Coprlqill I-la! 2008, Baxter Heallhcsre Corporaliol
16 reserved.  HYLZBIG

"Regret nothing, but learn from everything."

Accredo Health Group, Inc. is a wholly owned subsidiary of Medco Health Solutions, Inc.
©2010 Medco Health Solutions, Inc. Al rights reserved.
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1 BAN BAXTERS

Through Progress

Looking to the future, Baxter is dedicated to improving current therapies,
including simplifying infusions and improving packaging for easier handling
and traveling. We will continue to invest in research to offer new and better
ways to manage hemophilia A- innovations inspired by listening to you.

ADVATE is indicated in hemophilia A (classical h
episodes. ADVATE is also indicated in the perioperative management of patients with hemophilia A.

philia) for the p: ion and control of bleeding

ADVATE is not indicated for the treatment of von Willebrand's disease.

Important Safety Information

There is a possibility that you can have an allergic reaction to ADVATE. Symptoms of an allergic
reaction may include rash, hives, itching, lightness in throat or chest, difficulty breathing, or feeling
dizzy, light-headed or weak pulse. If you experience any of these symptoms, stip the infusion
immediately and promptly contact your doctor. Let your doctor know if you have had any precious
allergic reactions to other factor VI p or mouse orh

The most common related Adverse Reacnons cbserved during the ADVATE clinical studies include:
strange taste in mouth, headache, dizziness, and flushing.

The formation of inhibitors has been observed with all Factor VIII products including ADVATE. Contact
your doctor if you are not able to prevent or control bleeding episodes with your regular doses of
prescribed Factor VIII therapy.
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~ -let us so live that when we come:to dm,_ even the um!_ermlter will .be-aow W~
Mark Twain

%
Dorfations by:
Sydney Guedry, Linda Guedry,
Jaunita Guedry,

SYMPOSIUM

‘ Racing Ahead
A COMMUNITY UNITED! ]

Register Online at www hemophillafed cra or call 1.800.230,9797.

warm welcome awaits you this spring in Lovisville, Kentucky -
host city of the Hemophilia Federalion of America’s 201 1 Educational
Symposium. HFA cordially invites you to join us at Symposium - the
community-centered program that annually brings together more than
400 community members, 100+ exhibitors, as well as speakers, staff
and volunteers from nearly every state in the couniry. This year, HFA

will award al least 100 scholarships to first lime attendees. Visit the
HFA website at wwaw hemophiliafed. org to apply today!
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I ouisiana Hemophilia
Foundation

ESTABLISHED IN
1976

3636 S. Sherwood Forest Blvd
Suite 450
Baton Rouge, LA 70816

Contact us by:
Phone: 225.291.1675 !

Fﬂxi 225, 291 1679 I’I"hc: material provided in Hemo-Flo is for your general information only. LHF does not give medical advice or engage in

toll free: 1.800.749.1680
Email: contact@lahemo.org
F s Web: Www.lahemo.org ' Foundation. These advertisers are NEVER provided with information about LHF members and or patients

the practice of medicine. LHF, under no circumstances, recommends particular treatment for specific individuals, and in

all cases recommends that you consult your physician or treatment center before pursuing any course of treatment.

The paid advertisements in this publication are not endorsements of products or services by the Louisiana Hemophilia

Be an LHF partner by joining! Together we can strengthen our community.

Thq Loulsiﬁna‘ﬂe’mnphuia | Member Level (check all that apply)

| Féu;u:latmu was estalilis’fled in D $10 Individual D $20 Family D $25 Supporting Member
i 197610 help Lonfgmna?&sﬁ{ém.s' [ $50 Supporting Family [J $100 Century Club [[] $200 President's Club

with hemophilia, von Wiliebr‘arid [ $500 Benefactor [] Other $ ] Donation $
‘ d!sea.s'e and OﬂIﬂ' b’Fedi”g FMembership can also be done online over our secure netwvork

disl“’r orders Igad m’rmal dmf visit www.lahemo.org and click on the "Donations/Join" tab
2 0‘1’"* h!g_«livm thg e suppprt D Cash D Check/Money Order
‘ ”i%esear hﬁ? a cure to bleeding
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Credit/Debit Card

*Payments are (o be made out to The Louisiana Hemophilia Foundation or LHF
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