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A spy was among us
at Camp Hemotion!

amp Hemotion had
‘ another successful

year as our 37th
annual program brought back
old traditions and saw new
ideas take their place in our
rich history.

This year’s theme, secret
agents, brought a pair of spies
into camp, as the campers
were given clues throughout
the week in their effort to dis-
cover “The Mole.” Suspicions
ran high as any irregularity
was taken as evidence to
brand one of the staff mem-
bers a “SUSPECT!”

It was revealed at our final

campfire Friday night that
the moles were in fact Chris-
tina and Renee, our Arts &
Crafts directors! Fortunately,
it turns out they were only
spying on us to take the great
things happening at Camp
Hemotion and spread them
to other camps around the
country! All was forgiven in
the end.

The rest of the week
was filled with swimming,
archery, high ropes, and, of
course, gaga.

As part of the mission
of HFNC and our camp,
we continued to encourage

young people with bleed-

ing disorders to take control
of their lives by learning

to infuse themselves. This
year, a total of 14 individuals
earned their Big Stick award,
infusing themselves for the
first time, ranging in age from
7 to 19!

We also handed out the
second installment of the
Todd Smith Awards, given
to the most outsanding staff
member and the camper who
most exemplifies the spirit of
Camp Hemotion.

David Cheung earned the
staff award for his leadership

amongst the junior staff, as
he took charge of chaper-
oning the train ride for the
junior and assistant coun-
selors and helped lead the
planning and implementation
of our theme night during
camp.

The camper award went
to Caleb Crother, a long-time
camper who will be eligible
to be a junior counselor next
year. We look forward to
watching Caleb take the next
steps in his development.

For more pictures from
camp, check out pages six
and seven. &
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Transition time at HFNC
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By Merlin Wedepohl

a real pleasure to serve HFNC as

your Executive Director since March
2008. Thank you for embracing me as part
of this special community these past six
years. | have been so fortunate to get to
know you all and observe your children
grow into wonderful, caring and giving
young adults. Each of you has taught me
so much about how to cope with a chronic
disorder with grace and mutual support for
each other. You have been an inspiration to
me.

Claudia and I have decided to make our
primary home for retirement in Bellingham,
Washington where my mother currently
lives. We probably will move in late sum-
mer. If our house sells in Napa, we may be
able to have a small condo in Napa as well.
[t is my intention to keep in touch with you
all and show up on occasion for some of
your great events.

HFNC has hired an outstanding person
with experience in the non-profit industry
to be your new Executive Director. The
HENC Board of Directors allowed Patrick
and I to have six weeks of overlap, hense
this transition in leadership has gone very
smoothly. Please welcome Patrick into your
midst as you did me. Together you will
make great things happen. &

1 have retired as of June 27. It has been

By Patrick Dunlap

hank you
everyone for
the warm
welcome to the he-
mophilia community
as the new Executive
Director for the He-
mophilia Foundation |
Northern California. ((
I have been a busy
bee making strides, learning the hemophilia
community and meeting all the families.

Over the past month I have had some
great experiences. One of my most memo-
rable was at Camp Hemotion, spending
time with all of the campers, volunteers
and directors. [ was even introduced to
the gaga pit and was schooled by several
campers.

It was great to see how the program, over
the past 37 years, has positively impacted
the lives of those that have bleeding disor-
ders. The camp has allowed the campers to
have a wonderful time with friends in a safe
environment.

[ have been in the non-profit world for
19 years. Most recently I was the Execu-
tive Director for the American Diabetes
Association. In years past I led the Cystic
Fibrosis Foundation as Executive Director,
Arthritis Foundation as Vice President of
Development and started as a telemarketer
in non-profit at the March of Dimes. 1
have many personal connections to other
wonderful organizations and also enjoy
volunteering in the community.

[ have a wonderful and supportive
family. My wife, Jackie, and I have been
together for 20 years, married for over 15
years. We have a 12-year-old daughter and
a 7-year-old son.

My mottos to help us rally behind our
mission are:

e Mission-driven but
revenue-dependent

e Quality not quantity

e Make it an experience

[ look forward to working with all of you,
[ am very excited about what the future
holds for the hemophilia community. &
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DONATE YOUR VEHICLE TO
SuPPORT NHF AND HFNC
Donate your car, boat, motor-
cycle, truck or other vehicle
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“vehicle donation program”
link, or call 1 (855) NHF-4-CAR.
A representative will explain all
of the details — including how
to schedule free pick-up ser-
vice that’s convenient for you.

HFNC 1S GOING GREEN!

Help HFNC reduce waste and
cost by receiving Infusions via
email. If you would like to make
the switch, please email

Merlin Wedepohl at merlin.
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Dr. K Leaves Legacy at Camp

By Bobby Wiseman

fter 37 years of

tireless service,

Dr. Marion
Koerper informed HENC
leadership that she will be
stepping down as Medical
Director of Camp Hemotion.

The program has served
the youth and children in
the Northern and Central
California regions with a
robust and vibrant camp-
ing experience. At the helm
of the medical component
throughout its history has
been Dr. K, as she is known
to campers and staff alike.
Dr. K has been a friend, men-
tor, advocate and champion
for the bleeding disorders for
many, many yeaI‘S.

In her role as Medical
Director for Camp Hemo-
tion (formerly Camp Caz)
she has provided exemplary
care for those with bleed-
ing disorders in a caring and
compassionate manner. She
has advocated for the various
needs of the community on
a local, regional and national
level.

Many campers can re-
member learning about the
coagulation cascade from
her highly interactive train
model for coagulation. As we
aged she instructed us on
the genetics of hemophilia
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Thanks to Dr. K, many generations will forever explain
their bleeding disorder using a train as an analogy.

and von Willebrand’s disease.
Within the camping environ-
ment many campers would
ask questions that they may
not have been comfortable
asking their respective HTC
staff about their bleeding dis-
order, yet during the camping
experience they felt safe and
comfortable enough to ask
the tough questions. Dr. K
replied with great zeal and

energy, giving participants the
complete information sothey
could be better-informed
consumers and thereby bet-
ter self-advocates.

In a time when women
with bleeding disorders were
not addressed on a national
basis, Dr. K brought to the
forefront the various issues
that women with bleeding
disorders face in the camp

setting. Participants were
able to connect with other
members of the community
and form a strong sisterhood
from her medical education
sessions during camp.

Not only is Dr. K an ac-
complished physician, she is
a superb ice skater, mother,
wife and grandmother. She
is a true asset to the bleeding
disorders community.

She spearheaded the effort
to start a camp in Northern
California for those with
bleeding disorders. The camp
started out with a handful of
campers and has since grown
to its current level of srev-
ing over 70 campers every
year. She has championed
the need to assist children in
learning to self-infuse so hey
may become independent.
She has trained countless
individuals in the medical
arena on the appropriate care
and management of hemo-
philia, von Willebrand’s and
related bleeding and clotting
disorders.

Her tireless dedication of
the last 37 years will not be
forgotten. She has provided
sound medical and practi-
cal advice to all who have
attended Camp Hemotion in
our 37 years of service. Dr. K
will truly be missed from the
Camp Hemotion program,
but never forgotten. &

CALENDAR

August
4 Board meeting (phone)
6:30 - 8:30 p.m.

10 HCC California Advocacy
Summit 10 a.m.
10 Wine Tasting Event
4:00 pm
11 Golf Tournament
14 Baxter Facts First - Emeryville

6:30 p.m.
17-23 HCC Bike ride to San Diego
24 Taylor Family Day in the

Park

September
8 Board meeting (in person)
6:30 - 8:30 p.m.

11 Baxter Facts First — Concord
6:30 p.m.

18-20 NHF Annual Meeting -

Washington, D.C.
October

13 Board Meeting (phone) 6:30
-8:30 p.m.

11 Asian Infusion (Grifols) —
Oakland Noon

19Hispanic Heritage Celebration
(SanJose) 11a.m. - 6 p.m.

November
10 Board meeting (in person)
6:30 - 8:30 p.m.

13 Biogen Idec Hemophilia -
Peninsula 6:30 p.m.
20 Bayer — Oakland 6:30 p.m.



Hemophilia Walk

Study Stresses Inhibitor Screening

esults from a six-year study

of patients with hemophilia

A and B produced interesting
findings:

The Hemophilia Inhibitor Research
Study (HIRS) enrolled 1,163 patients
from 17 federally funded hemophilia
treatment centers (HTCs). One of the
goals was to predict which patients
were at highest risk for development of
inhibitors, antibodies to infused factor.

“A Study of Prospective Surveillance
for Inhibitors Among Persons with
Haemophilia in the United States,” was
published in the March 2014 issue of
Haemophilia. The lead investigator was
Michael Soucie, PhD, Division of Blood
Disorders, National Center on Birth
Defects and Developmental Disabili-
ties, Centers for Disease Control and

Prevention (CDC) in Atlanta.

A central laboratory performed peri-
odic inhibitor tests using blood samples
and genotyped the subjects. In all, 3048
inhibitor tests (some patients were
screened more than once) were con-
ducted. The main findings were:

e All people with hemophilia are at
risk for developing inhibitors

® One-third of newly developed
inhibitors were found in people with
non-severe hemophilia

® One-half were older than 5 years
old

® Six out of 10 people with hemophil-
ia with an inhibitor had no symptoms

e 23 new FVIII inhibitors were
identified

® 431 distinct mutations were geno-
typed, 151 of which had not previously

been reported

HIRS investigators and CDC re-
searchers determined that individuals
with hemophilia of all ages were at risk
for developing an inhibitor. Further,
CDC now estimates that approximately
60% of people with an inhibitor have no
symptoms.

Without regular screening, a sig-
nificant number of these patients may
not be aware of it until they experience
severe bleeding.

The CDC concluded that patients
with hemophilia receiving care in feder-
ally funded HTCs will be tested yearly
for an inhibitor by the CDC Division
of Blood Disorders laboratory as part
of Community Counts, its new blood
monitoring program. &

Source: CDC

dvocates for the

Politicking in Sacramento
bleeding disor-

CA ders community

stormed Sacramento in May
to visit legislators’ offices in
support of motions going be-
fore the state legislature that
will affect our community.

Among the pieces of
legislation we supported were
movements to limit drug
costs to patients by spread-
ing out co-pays over time,

allowing patients to opt out
of mail-order prescription
restrictuions, and requiring
health plans to list drug for-
mularies on their websites.

The trip also included a
unique opportunity for our
“Future Leaders,” as teens
from around the state were
trained to share their stories
with the legislators in an
effort to bring the human ele-
ment to our cause. &
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Back in Action at the Ballpark

‘D

program.

This great event was booked full, a promising sign for
future events as the program continues to build networking
opportunities for fathers and giving them an opportunity to get
some qality time with their children. &

ads of children with bleeding disorders attended
an Oakland A's game in June as part of the He-
mophilia Federation of America’s Dads in Action




Hemophilia Walk

FNC hosted our

annual Hemo-

philia Walk, in
partnership with NHF, on

April 19 at Cesar Chavez
|1 L & ﬁ T{:&W Park in Berkeley.
| —
|
f
|

Baxter i U GRIOLS Q@D besmiec With 806 walkers spread
over 36 teams, we were able
to raise more than $100,000
thanks in part to the follow-
Ing sponsors:

GOLD

Bayer
Novo Nordisk
CVS Caremark

| -o—-lsr.—:-_h_i-.-ﬂ._.._-—-.‘bmm--*“

SILVER

Santeen

BRONZE
Octopharma
Walgreens

vOrs me



Camp Hemotion

RIGHT: The oldest boys cabin holds

court before mealtime.

BELOW (clockwise from top left):
A competitive game of gaga, one of
our camp’s oldest traditions. Three
generations of camp pose for a
picture as a junior staff, senior staff
and camper flash their smiles. The
basketball tournament saw some
flashymoves. A camper explains
some important information about
a clue to the spy’s identity to one of
the camp directors.




The annual
baseball lunch
brought out the
best (or worst,
depending on
your fashion
sense) in both
Giants fans
and A’s fans as
we sang “Take
Me Out to the
Ball Game” and
the National
Anthem.

TOP LEFT:

The camp
directors and
senior staff after
the campwide
water fight.
TOP RIGHT:
Two campers
after diving
face-first into

a whip cream
pie looking for
bubble gum.
BOTTOM
RIGHT: If

your table is

not clean, you
get the onion.
Eat it, eat it!
BOTTOM
LEFT: A camper
brushes up on
her facepainting
skills by
practicing

on her junior
counselor.

c
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FDA Approves
First Long-acting
Factor 9 Therapy

n March, Biogen Idec
I announced that the US

Food and Drug Admin-
istration (FDA) approved
ALPROLIXTM, the compa-
ny’s long-acting, recombinant
factor IX (rFIX) Fc fusion
protein therapy. The product,
the first long-acting rFIX
therapy, is indicated for the
control and prevention of
bleeding episodes, periopera-
tive (surgical) management
and routine prophylaxis in
adults and children with
hemophilia B. The therapy
has shown to reduce bleeding
episodes with weekly prophy-
lactic infusions. It is the first
significant improvement in
hemophilia B therapies in 17
years.

Approval of ALPRO-
LIXTM was based on Phase
3 results from the B-LONG
clinical studies in adolescents
and adults with hemophilia
B. Subjects demonstrated a
prolonged circulation of rFIX
in the body, lengthening the
intervals between prophy-
lactic infusions. The median
overall dosing interval for
those in the prophylaxis arm
was 12.5 days. Further, more
than 90% of bleeds were con-
trolled by one infusion of the
rFIX therapy. No participants
developed an inhibitor to the
product.

“The FDA approval of
ALPROLIX is a significant
milestone for the hemophilia
B community, and represents
an important first step in

our commitment to trans-
form the care of people with
hemophilia,” said George A.
Scangos, PhD, chief execu-
tive officer of Biogen Idec.
“ALPROLIX offers people
with hemophilia B the ability
to prevent or reduce bleeding
episodes with prophylactic
infusions starting at least a
week apart. We believe this
new therapy will help more
people with hemophilia and
their caregivers realize the
benefits of this treatment
approach.”

“Hemophilia has a signifi-
cant impact on people whom
it affects, throughout their
lives,” said Patrick F. Fogarty,
MD, assistant professor of
medicine at the Hospital of
the University of Pennsyl-
vania, and director, Penn
Comprehensive Hemophilia
and Thrombosis Program.

“ALPROLIXTM addresses
a critical need by allowing
people with hemophilia B to
maintain factor levels with
prophylactic infusions once
weekly or once every 10 days.
We hope this will facilitate
use of prophylactic therapy.”

Health Canada also an-
nounced the approval of
ALPROLIXTM on March
21, 2014. Biogen expects its
new product to be commer-
cially available in May. &

Sources: Biogen press release

dated March 28, 2014; Busi-
ness Wire press release dated

March 28, 2014
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NHF Highlights New
Chapter of Nurses’ Guide

n April 2014, the
I National Hemophilia

Foundation (NHF)
highlighted another new
chapter of The Nurses’
Guide to Bleeding Disorders
(NGBD), which provides
comprehensive information
and practical ideas to assist
nurses at all levels in caring
for patients with bleeding
disorders. This chapter, writ-
ten by Susan Geraghty, RN,
MBA, focuses on orthopedic
issues relevant chronic joint
bleeding.

In “Orthopedic Complica-
tions and Treatment Related
to Chronic Hemarthrosis,”
Geraghty provides a baseline
explanation of target joints
and hemophilic arthropathy,
the debilitating and pain-
ful joint disease resulting
from chronic bleeding into
a patient’s joints such as
the knee, elbow, ankle and
hip. She goes on to describe
the highly sensitive tools
that can now be employed
in joint assessment, includ-
ing radiographic imaging

[ultrasound, CT scan and
magnetic resonance imaging
(MRI)] and the subsequent
application of effective classi-
fication systems/joint scores.
Geraghty also emphasizes the
importance of comprehensive
care as a robust response to
chronic hemarthrosis and a
helptul way to ameliorate its
degenerative affects.

Over the last several
years, the NGBD has further
evolved into a readily acces-
sible online resource, serving
as an introduction to nurses
new to coagulation and an
information source for more
experienced nurses.

New chapters, which
continue to be uploaded in
downloadable PDF format,
cover a wide range of top-
ics such as von Willebrand
disease, rare bleeding disor-
ders, hepatitis, orthopedics
and women with bleeding
disorders.

To access and download
this and other chapters go to
the NHF web site at www.
hemophilia.org. &
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HFNC 2013 Revenue

Revenue -
Contributions $69,407 U% 450,
Grants and Contracts $30,000

OProgram Revenue

Program Revenue $116,113
Fundraising $243,989 | )7%
Other $332
TOTAL REVENUES $459,841 @ Contributions
53% B Grants and Contracts

OFundraising

Expenses m Other
Programs $391,670
Support Services $54,991
Fundraising* $134,714 includes special events
TOTAL EXPENSES $581,375
Change in net assets -5,705 HFNC 201 3 Expenses
10%
@Programs
23%

B Support Services

OFundraising*
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who supported HFNC in 2013!
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Bats, balls and bleeders

n Saturday, July 26,
the second annual
HEFNC Baseball

Clinic was held in San
Mateo. The clinic was led by
Robert McDowell, a com-
munity member with severe
hemophilia B, and his base-
ball buddy Sean Ghazarian.

Robb is 22 years old and
has grown up playing base-
ball. A dedicated athlete in
both high school and college,
he is a great role model for
the young men and women
who attended the clinic.
Clinic participants engaged
in warm up and stretch-
ing exercises, were taught
proper throwing and catching
techniques, did infield and
outfield drills and practiced
batting.

After a delicious BBQ
lunch cooked by Chef
Oscar Pacheco, the kids

enthusiastically returned to
the field for an exciting prac-
tice game with the parents. A
fun time was had by all who
attended. Many thanks to
our sponsors the Wingmen
Foundation and C.]. Wilson’s
Children’s Charities. Also

to clinic organizers Brent
Mascorro, Yolanda Pacheco,
Barbara Harvey and everyone
who helped make the day a
great success.
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Skilled Pharmacists.
Experienced Infusion Nurses.

Dedicated Patient Experience Team.

Soleo Health provides a team approach to
bleeding disorder therapy management.

To learn more, contact
Brent Mascorro at 916.340.5660.

Innovators in Specialty Infusion
Formerly Biomed Pharmaceuticals
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Introducing...

your therapy

A /g y_ Sy gen g Suny

-
\* Sy T through the My Source™ program

: -
¥, | |
\ ¥ = | WMM for reenrollment every year

For more information or to enroll, call the

My Source Hotline at 1-800-676-4266 to
speak with a My Source Care Coordinator.

o
(shurce

Tap into it!T
Visit www.MySourceCSL.com.

[i COAGULATION
www.facebook.com/vonWillebrandandU

My Source™ is a trademark of CSL Behring LLC
©2014 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com  www.MySourceCSL.com  COA13-11-0083  11/2013




Novo Nordisk is helping people with inhibitors realize their dreams.

. Novo Nordisk offers financial, educational, and community
changlng support programs to people with hemophilia A or B with

possibilities Ta] inhibitors so they can live more normal lives.

hemophilia"" 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 Novo Nordisk Inc.  136847A  December 2008 novo nordisk
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BONDED by BLOOD
UNIDOS por'a SANGRE

What can you

expect from us?

We are here 24 hours a day, 365 a year.
Hemophilia doesn’t take a break and neither
do we.

We provide personalized services to match your
family’s unique needs.

We have reimbursement specialists that track,
navigate, and handle all your insurances issues;

one less thing for you to worry about.

We coordinate nursing services that come to
you, on your schedule.

We offer all factor brands with supplies
delivered on time to your doorstep.

We are community advocates, educators,
volunteers, and your child’s mentor.

24 Hour Toll Free (877) 276-4248

cQué usted puede

recibir de nosotros?

Estamos aqui las 24 horas al dia, 365 dias al
ano. Hemofilia no toma descanso, nosotros
tampoco.

Nosotros proveemos un servicio personalizado y
Unico para la necesidad especial de cada familia.

Tenemos especialistas de rembolso que se
encargan de navegar, lidiar, y aclarecer todos
los problemas y compilacion de la seguranza
medica; otra area en donde no tiene que
preocuparse.

Nosotros coordinamos los servicios de
enfermera(o), en la cual lo visitaran cuando
usted este disponible.

Ofrecemos todo tipos de factor con todas

las herramientas medicinales que necesite,
directamente entregado a usted, en sus manos,
y en su casa.

Somos abogados por nuestra comunidad,
educadores, voluntarios, y hasta un consejero
para su hijo(a).

Se Habla Espanol (866) 591-3955

www.brothershealthcare.com Q




UNLOCKING SELF-POTENTIAL

PROPHYLAXIS WITH ADVATE
REDUCED BLEEDS IN A CLINICAL STUDY"2

ADVATE is the only recombinant factor VIl (eight) that is FDA approved
for prophylaxis in both adults & children (0-16 years)'

Significant reduction in median annual bleed rate (ABR) with
prophylaxis treatment compared with on-demand treatment’?

Reduction
in bleeds
when switched to prophylaxis

Experienced e 0 bleeds experienced by 42% of

patients during 1 year on prophylaxis'#
O 44 ® 98% reduction in median annual
bleeds bleeds bleed rate (ABR) from 44 to 1
. _REDUCEDTO _ when switched from on-demand
during 1 year on 1 to prophylaxis'?
prophylaxis blsad

® 97% reduction in joint bleeds
from 38.7 to 1 after switching
from on-demand to prophylaxis'?

¢ No subject developed factor VIiI
inhibitors or withdrew due to an
adverse event (AE)%2

9 8%

reduction
in bleeds

42%

of patients

?In a clinical study, after switching from
6 months of on-demand treatment to
12 months of prophylaxis with ADVATE in
53 previously treated patients with severe
or moderately severe hemophilia A.

Detailed Important Risk Information for ADVATE

You should not use ADVATE if you are allergic to mice or hamsters or any ingredients in ADVATE.

You should tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription
and non-prescription medicines and dietary supplements, have any allergies, including allergies to mice or hamsters, are nursing,
are pregnant, or have been told that you have inhibitors to factor VIIl.

You can have an allergic reaction to ADVATE. Call your healthcare provider right away and stop treatment if you get a rash or hives,
itching, tightness of the throat, chest pain or tightness, difficulty breathing, lightheadedness, dizziness, nausea, or fainting.

Your body may form inhibitors to factor VIII. An inhibitor is part of the body’s normal defense system. If you form inhibitors, it may
stop ADVATE from working properly. Consult with your healthcare provider to make sure you are carefully monitored with blood tests
for the development of inhibitors to factor VIII.

Side effects that have been reported with ADVATE include: cough, sore throat, unusual taste, abdominal pain, diarrhea, nausea/
vomiting, headache, fever, dizziness, hot flashes, chills, sweating, joint swelling/aching, itching, hematoma, swelling of legs, runny
nose/congestion, and rash.

Call your healthcare provider right away about any side effects that bother you or if your bleeding does not stop after taking ADVATE.

References:

1. ADVATE Prescribing Information. Westlake Village, CA: Baxter Healthcare Corporation; July 2012. 2. Valentino LA, Mamonov V, Hellmann A, et al. A randomized comparison
of two prophylaxis regimens and a paired comparison of on-demand and prophylaxis treatments in hemophilia A management. J Thromb Haemost. 2012;10(3):359-367.

3. PROLabels: patient-reported outcomes & drug marketing authorizations. ProLabels Web site. http://www.mapi-prolabels.org. Accessed June 5, 2012. 4. Maruish ME, ed.
User’s Manual for the SF-36v2 Health Survey. 3rd ed. Lincoln, RI: QualityMetric Incorporated; 2011.



AND PROVIDED CLINICALLY MEANINGFUL IMPROVEMENTSP
IN PHYSICAL HEALTH-RELATED QUALITY OF LIFE’

ADVATE is the only recombinant factor VIl with physical health-related
quality of life results®<

Overall improvement in physical functioning, well-being, general health,
and/or energy level, based on Physical Component Score.*

Reduced levels of pain and
improvements in the limitations
of work due to pain.*

Improvements in the ability

to perform work or other

daily activities.*

eClinically meaningful

changes were not seen
ROLE in the mental health-

PHYSICAL related component .

score and sub-categories

of Mental Health,

Role Emotional, Social

Functioning, and

Vitality.!

BODILY
PAIN

‘Based on a list of
29 other drugs and
PHYSICAL FUNCTIONING biologics approved with
health-related quality of

life data in the labeling,
Changes not observed in limitations to Changes not observed in the views as of June 2012.

a range of minor and major physical activities. and expectations of overall health.*

Indication for ADVATE

ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Ask your healthcare
Method] is a medicine used to replace clotting factor VIII that is missing . . .
in people with hemophilia A (also called “classic” hemophilia). ADVATE provider if prophylaxis

is used to prevent and control bleeding in adults and children (0-16 years) .
with hemophilia A. Your healthcare provider may give you ADVATE when with ADVATE
you have surgery. ADVATE can reduce the number of bleeding episodes is right for you.
in adults and children (0-16 years) when used regularly (prophylaxis).

ADVATE is not used to treat von Willebrand Disease.

Please see Brief Summary of ADVATE Prescribing Information
on the next page.

You are encouraged to report negative side effects of j
prescription drugs to the FDA. Visit www.fda.gov/medwatch, AD\/ATE

11 1-800-FDA-1088. . e .
orca [Antihemophilic Factor (Recombinant),

Plasma/Albumin-Free Method]

There's more to life.

: ) www.advate.com | 888.4.ADVATE
Baxter and Advate are registered trademarks of Baxter International Inc. |

©Copyright (January 2013), Baxter Healthcare Corporation. All rights reserved. HYL8362



ADVATE

[Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Method]
Brief Summary of Prescribing Information. Please see package insert for full prescribing information.

INDICATIONS AND USAGE

Control and Prevention of Bleeding Episodes

ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Method] is an Antihemophilic Factor
(Recombinant) indicated for control and prevention of bleeding episodes in adults and children (0-16
years) with Hemophilia A.

Perioperative Management

ADVATE is indicated in the perioperative management in adults and children (0-16 years) with Hemophilia A.

Routine Prophylaxis

ADVATE is indicated for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in
adults and children (0-16 years) with Hemophilia A.

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

CONTRAINDICATIONS

Known anaphylaxis to mouse or hamster protein or other constituents of the product.

WARNINGS AND PRECAUTIONS

Anaphylaxis and Hypersensitivity Reactions

Allergic-type hypersensitivity reactions, including anaphylaxis, are possible and have been reported with
ADVATE. Symptoms have manifested as dizziness, paresthesias, rash, flushing, face swelling, urticaria,
dyspnea, and pruritus. [See Patient Counseling Information (17) in full prescribing information]

ADVATE contains trace amounts of mouse immunoglobulin G (MulgG): maximum of 0.1 ng/IU ADVATE
and hamster proteins: maximum of 1.5 ng/IU ADVATE. Patients treated with this product may develop
hypersensitivity to these non-human mammalian proteins.

Discontinue ADVATE if hypersensitivity symptoms occur and administer appropriate emergency treatment.

Neutralizing Antibodies

Carefully monitor patients treated with AHF products for the development of Factor VIl inhibitors

by appropriate clinical observations and laboratory tests. Inhibitors have been reported following
administration of ADVATE predominantly in previously untreated patients (PUPs) and previously minimally
treated patients (MTPs). If expected plasma Factor VIl activity levels are not attained, or if bleeding is
not controlled with an expected dose, perform an assay that measures Factor VIl inhibitor concentration.
[See Warnings and Precautions (5.3) in full prescribing information]

Monitoring Laboratory Tests

The clinical response to ADVATE may vary. If bleeding is not controlled with the recommended dose,
determine the plasma level of Factor VIll and administer a sufficient dose of ADVATE to achieve a
satisfactory clinical response. If the patient’s plasma Factor VIl level fails to increase as expected or
if bleeding is not controlled after the expected dose, suspect the presence of an inhibitor (neutralizing
antibodies) and perform appropriate tests as follows:

e Monitor plasma Factor VIII activity levels by the one-stage clotting assay to confirm the adequate
Factor VIII levels have been achieved and maintained when clinically indicated. /[See Dosage and
Administration (2) in full prescribing information]

o Perform the Bethesda assay to determine if Factor VIIl inhibitor is present. If expected Factor VIl
activity plasma levels are not attained, or if bleeding is not controlled with the expected dose of
ADVATE, use Bethesda Units (BU) to titer inhibitors.

— Ifthe inhibitor titer is less than 10 BU per mL, the administration of additional Antihemophilic Factor
concentrate may neutralize the inhibitor and may permit an appropriate hemostatic response.

— If the inhibitor titer is above 10 BU per mL, adequate hemostasis may not be achieved. The
inhibitor titer may rise following ADVATE infusion as a result of an anamnestic response to Factor
VIII. The treatment or prevention of bleeding in such patients requires the use of alternative
therapeutic approaches and agents.

ADVERSE REACTIONS

The serious adverse drug reactions (ADRs) seen with ADVATE are hypersensitivity reactions and the
development of high-titer inhibitors necessitating alternative treatments to Factor VIIl.

The most common ADRs observed in clinical trials (frequency > 10% of subjects) were pyrexia, headache,
cough, nasopharyngitis, vomiting, arthralgia, and limb injury.

Clinical Trial Experience

Because clinical trials are conducted under widely varying conditions, adverse reaction rates observed in
the clinical trials of a drug cannot be directly compared to rates in clinical trials of another drug and may not
reflect the rates observed in clinical practice.

ADVATE has been evaluated in five completed studies in previously treated patients (PTPs) and one
ongoing study in previously untreated patients (PUPs) with severe to moderately severe Hemophilia A
(Factor VIIl < 2% of normal). A total of 234 subjects have been treated with ADVATE as of March 2006.
Total exposure to ADVATE was 44,926 infusions. The median duration of participation per subject was
370.5 (range: 1 to 1,256) days and the median number of exposure days to ADVATE per subject was
128.0 (range: 1 to 598).!

The summary of adverse reactions (ADRs) with a frequency > 5% (defined as adverse events occurring
within 24 hours of infusion or any event causally related occurring within study period) is shown in Table 1.

No subject was withdrawn from a study due to an ADR. There were no deaths in any of the clinical studies.

IMMUNOGENICITY

The development of Factor VIl inhibitors with the use of ADVATE was evaluated in clinical studies with
pediatric PTPs (< 6 years of age with > 50 Factor VIIl exposures) and PTPs (> 10 years of age with > 150
Factor VIl exposures). Of 198 subjects who were treated for at least 10 exposure days or on study for a
minimum of 120 days, 1 adult developed a low-titer inhibitor (2.0 [BU] in the Bethesda assay) after 26
exposure days. Eight weeks later, the inhibitor was no longer detectable, and in vivo recovery was normal
at 1 and 3 hours after infusion of another marketed recombinant Factor VIl concentrate. This single event
results in a Factor VIl inhibitor frequency in PTPs of 0.51% (95% Cl of 0.03 and 2.91% for the risk of any
Factor VIl inhibitor development).? No Factor VIIl inhibitors were detected in the 53 treated pediatric PTPs.

In clinical studies that enrolled previously untreated subjects (defined as having had up to 3 exposures to
a Factor VIl product at the time of enrollment), 5 (20%) of 25 subjects who received ADVATE developed
inhibitors to Factor VIII." Four patients developed high titer (> 5 BU) and one patient developed low-titer
inhibitors. Inhibitors were detected at a median of 11 exposure days (range 7 to 13 exposure days) to
investigational product.

Immunogenicity also was evaluated by measuring the development of antibodies to heterologous proteins.
182 treated subjects were assessed for anti-Chinese hamster ovary (CHO) cell protein antibodies. Of
these patients, 3 showed an upward trend in antibody titer over time and 4 showed repeated but transient
elevations of antibodies. 182 treated subjects were assessed for mulgG protein antibodies. Of these, 10
showed an upward trend in anti-mulgG antibody titer over time and 2 showed repeated but transient
elevations of antibodies. Four subjects who demonstrated antibody elevations reported isolated events of
urticaria, pruritus, rash, and slightly elevated eosinophil counts. All of these subjects had numerous repeat
exposures to the study product without recurrence of the events and a causal relationship between the
antibody findings and these clinical events has not been established.

Of the 181 subjects who were treated and assessed for the presence of anti-human von Willebrand Factor
(VWF) antibodies, none displayed laboratory evidence indicative of a positive serologic response.

Post-Marketing Experience

The following adverse reactions have been identified during post-approval use of ADVATE. Because these
reactions are reported voluntarily from a population of uncertain size, it is not always possible to reliably
estimate their frequency or establish a causal relationship to drug exposure.

Among patients treated with ADVATE, cases of serious allergic/hypersensitivity reactions including
anaphylaxis have been reported and Factor VIl inhibitor formation (observed predominantly in PUPs). Table 2
represents the most frequently reported post-marketing adverse reactions as MedDRA Preferred Terms.

Table 1
Summary of Adverse Reactions (ADRs)® with a Frequency > 5% in 234 Treated Subjects®
MedDRA* System MedDRA Number Number Percent
Organ Class F Term of ADRs of Subji of Subji
General disorders and )
administration site conditions Pyrexia 8 50 2
Nervous system disorders Headache 104 49 21
Respiratory, thoracic and
mediastinal disorders Cough "’ 4 "
Infections and infestations Nasopharyngitis 61 40 17
Gastrointestinal disorders Vomiting 35 27 12
Musculoskeletal and connective tissue .
disorders Arthralgia 44 27 12
Injury, poisoning and procedural -
complications Limb injury 55 24 10
Infections and infestations Upper ﬁ?ggﬁgﬁry tract 24 20 9
Respiratory, thoracic and .
mediastinal disorders Pharyngolaryngeal pain 23 20 9
Respiratory, thoracic and .
mediastinal disorders Nasal congestion 24 9 8
Gastrointestinal disorders Diarrhea 24 18 8
Gastrointestinal disorders Nausea 21 17 8
General disorders and )
administration site conditions Pain 18 W 8
Skin and subcutaneous tissue disorders Rash 16 13 6
Infections and infestations Ear infection 16 12 5
Injury, poisoning and procedural .
complications Procedural pain 16 12 5
Respiratory, thoracic and .
mediastinal disorders Rhinorrhea ® 12 5

@ ADRs are defined as all Adverse Events that occurred (a) within 24 hours after being infused with investigational product or (b) all Adverse
Events assessed related or possibly related to investigational product or (c) Adverse Events for which the investigator's or sponsor’s opinion
of causality was missing or indeterminate.

® The ADVATE clinical program included 234 treated subjects from 5 completed studies in PTPs and 1 ongoing study in PUPs as of 27 March 2006.
© MedDRA version 8.1 was used.
Table 2
Post-Marketing Experience

Organ System [MedDRA Primary SOC] Preferred Term

Anaphylactic reaction®
Hypersensitivity?
Factor VIl inhibition
Injection site reaction
Chills
Fatigue/Malaise
Chest discomfort/pain
Less-than-expected therapeutic effect
2These reactions have been manifested by dizziness, paresthesias, rash, flushing, face swelling, urticaria, and/or pruritus.

Immune system disorders

Blood and lymphatic system disorders

General disorders and administration site conditions

References: 1. Shapiro A, Gruppo R, Pabinger | et al. Integrated analysis of safety and efficacy of a plasma- and
albumin-free recombinant factor VIII (rAHF-PFM) from six clinical studies in patients with hemophilia A. Expert Opin

Biol Ther 2009 9:273-283. 2. Tarantino MD, Collins PW, Hay PW et al. Clinical evaluation of an advanced category
antihaemophilic factor prepared using a plasma/albumin-free method: pharmacokinetics, efficacy, and safety in
previously treated patients with haemophilia A. Haemophilia 2004 10:428-437.

To enroll in the confidential, industry-wide Patient Notification System, call 1-888-873-2838.

Baxter, Advate, Baxject and Recombinate are trademarks of Baxter International Inc. Baxter, Advate and Baxject are
registered in the U.S. Patent and Trademark Office.

Patented under U.S. Patent Numbers: 5,733,873; 5,854,021; 5,919,766; 5,955,448; 6,313,102; 6,586,573; 6,649,386;
7,087,723; and 7,247,707. Made according to the method of U.S. Patent Numbers: 5,470,954; 6,100,061; 6,475,725;

6,555,391; 6,936,441; 7,094,574, 7,253,262; and 7,381,796.

Baxter Healthcare Corporation, Westlake Village, CA 91362 USA
U.S. License No. 140 Printed in USA  Issued July 2012
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ALPROLIX"

[Coagulation Factor IX
(Recombinant), Fc Fusion Protein]

Now Available

A new treatment for hemophilia B

Visit Alprolix.com

To learn more, contact CoRe Manager Marilyn August
E: marilyn.august@biogenidec.com T: 925.864.0547

Indications and Important Safety Information

ALPROLIX, Coagulation Factor IX (Recombinant), Fc Fusion Protein, is a recombinant DNA derived,
coagulation factor IX concentrate indicated in adults and children with hemophilia B for:

Control and prevention of bleeding episodes

Perioperative management

Routine prophylaxis to prevent or reduce the frequency of bleeding episodes
ALPROLIX is not indicated for induction of immune tolerance in patients with hemophilia B.

Do not use ALPROLIX if you are allergic to ALPROLIX or any of the other ingredients in ALPROLIX.

Tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription
and non-prescription medicines, supplements, or herbal medicines, have any allergies and all your medical conditions, including if
you are pregnant or planning to become pregnant, are breastfeeding, or have been told you have inhibitors (antibodies) to factor IX.

Allergic reactions may occur with ALPROLIX. Call your healthcare provider or get emergency treatment right away if you have any
of the following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives.

Your body can also make antibodies called “inhibitors” against ALPROLIX, which may stop ALPROLIX from working properly.

ALPROLIX may increase the risk of formation of abnormal blood clots in your body, especially if you have risk factors for
developing clots.

Common side effects of ALPROLIX include headache and abnormal sensation of the mouth. These are not all the possible side effects
of ALPROLIX. Talk to your healthcare provider right away about any side effect that bothers you or does not go away, and if bleeding is
not controlled using ALPROLIX.

You are encouraged to report negative side effects of prescription drugs to the FDA.
Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

Please see Brief Summary of full Prescribing Information on the next page. This information is not intended to replace discussions
with your healthcare provider.

. .
blOgen 'Idng © 2014 Biogen Idec. All rights reserved. Printed in U.S.A. 5/14 FIX-1005139



ALPROLIX [Coagulation Factor IX (Recombinant),
Fc Fusion Protein], Lyophilized Powder for Solution
For Intravenous Injection.

FDA Approved Patient Information

ALPROLIX™ /all’ pro liks/

[Coagulation Factor IX (Recombinant),
Fc Fusion Protein]

Please read this Patient Information carefully before
using ALPROLIX™ and each time you get a refill, as
there may be new information. This Patient Information
does not take the place of talking with your healthcare
provider about your medical condition or your treatment.

What is ALPROLIX™?

ALPROLIX™ js an injectable medicine that is used to
help control and prevent bleeding in people with
hemophilia B. Hemophilia B is also called congenital
Factor IX deficiency.

Your healthcare provider may give you ALPROLIX™
when you have surgery.

Who should not use ALPROLIX™?

You should not use ALPROLIX™ if you are allergic

to ALPROLIX™ or any of the other ingredients in
ALPROLIX™. Tell your healthcare provider if you have
had an allergic reaction to any Factor IX product prior
to using ALPROLIX™,

What should I tell my healthcare provider before
using ALPROLIX™?

Tell your healthcare provider about all of the medicines
you take, including all prescription and non-prescription
medicines, such as over-the-counter medicines,
supplements, or herbal medicines.

Tell your doctor about all of your medical conditions,
including if you:
e are pregnant or planning to become pregnant.
It is not known if ALPROLIX™ may harm your
unborn baby.

¢ are breastfeeding. It is not known if ALPROLIX™
passes into breast milk or if it can harm your baby.

¢ have been told that you have inhibitors to Factor IX
(because ALPROLIX™ may not work for you).

How should | use ALPROLIX™?

ALPROLIX™ should be administered as ordered by your
healthcare provider. You should be trained on how to
do infusions by your healthcare provider. Many people
with hemophilia B learn to infuse their ALPROLIX™ by
themselves or with the help of a family member.

See the Instructions for Use for directions on infusing
ALPROLIX™, The steps in the Instructions for Use

are general guidelines for using ALPROLIX™., Always
follow any specific instructions from your healthcare
provider. If you are unsure of the procedure, please ask
your healthcare provider. Do not use ALPROLIX™ as a
continuous intravenous infusion.

Contact your healthcare provider immediately if bleeding
is not controlled after using ALPROLIX™,

What are the possible side effects of ALPROLIX™?

Common side effects of ALPROLIX™ include headache
and abnormal sensation in the mouth.

Allergic reactions may occur. Call your healthcare
provider or get emergency treatment right away if
you have any of the following symptoms: hives, chest
tightness, wheezing, difficulty breathing, or swelling
of the face.

ALPROLIX™ may increase the risk of forming abnormal
blood clots in your body, especially if you have risk
factors for developing blood clots.

Your body can also make antibodies called, “inhibitors,”
against ALPROLIX™, which may stop ALPROLIX™ from

working properly. Your healthcare provider may need to
test your blood for inhibitors from time to time.

These are not all the possible side effects of ALPROLIX™,

Talk to your healthcare provider about any side effect
that bothers you or that does not go away.

How should | store ALPROLIX™?

Store ALPROLIX™ vials at 2°C to 8°C (36°F to 46°F).
Do not freeze.

ALPROLIX™ vials may also be stored at room temperature
up to 30°C (86°F) for a single 6 month period.

If you choose to store ALPROLIX™ at room temperature:

* Note on the carton the date on which the product
was removed from refrigeration.

e Use the product before the end of this 6 month
period or discard it.

¢ Do notreturn the product to the refrigerator.

Do not use product or diluent after the expiration date
printed on the carton, vial or syringe.

After Reconstitution:

e Use the reconstituted product as soon as possible;
however, you may store the reconstituted product
at room temperature up to 30°C (86°F) for up to
3 hours. Protect the reconstituted product from
direct sunlight. Discard any product not used within
3 hours after reconstitution.

e Do not use ALPROLIX™ if the reconstituted solution
is cloudy, contains particles or is not colorless.

What else should | know about ALPROLIX™?
Medicines are sometimes prescribed for purposes other
than those listed here. Do not use ALPROLIX™ for a
condition for which it was not prescribed. Do not share
ALPROLIX™ with other people, even if they have the
same symptoms that you have.

Manufactured by
Biogen Idec Inc.

14 Cambridge Center
Cambridge, MA 02142
U.S. License #1697
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Pursuing positive health outcomes

COMEAMEIRILY BT ST
Al hioenzed Factor prosducts available
through professional, personalized L "'-I-| wirt For wamien widly blesding dsorders

and efficient medication management. ¢ Spevcializing in mecting the needs of Tsiligual |

Making a difference today ~ for your future!
CONTACT Client Services Representatives in Your Area Paronar: (Bl G isbe4415

*lan Corona - 775-342-8648 Faze: (9513 302

lanCorona@FactorSupport.com * English & Spanish Speaking

Fogn LANGHS.

Fraits o rm s

| Toll Free: 877-376-4968 www.FactorSupport.com

.............. AlphaNine’ SD “"”""S‘,"_,,,m,,.,._.,

L S N R R R A N ] Coagulation Factor X (Human)

‘www.alphaninecard.com: www.alphanatecard.com

5151 21000 00nEsonEe

e 1,2 /D8

ALNOOOL234 ALPL2345678

Call Visit Call Visit

. J . -

855-355-2574 www.alphaninecard.com 855-831-2090 www.alphanatecard.com
AlphaNine SD Savings Card Program AlphaNine SD Savings Card Program ALPHANATE Savings Card Program ALPHANATE Savings Card Program
Help Desk Website Help Desk Website

AlphaNine® SD Alphanate”

Coagulation Factor IX (Human) Antihemophilic Factor/von Willebrand
Factor Complex (Human) COA11-0214

GRIFOLS

www.grifolsusa.com




@ Hemophilia
Start saving today.

Save up to $5000 with the 5000
Pfizer Factor Savings Card.” GBD Hemophila

Factor Savings Card

*This is not health insurance.

Eligible patients can save up to $5000 annually
on co-pay, deductible, and coinsurance costs
with the Pfizer Factor Savings Card.

Get your card online now...

How the card works:

. Get your prescription for factor from your doctor

. Visit PfizerFactorSavingsCard.com and fill out a brief
registration form. You can also request a card from your
doctor, or by calling 1-855-PFZ-HEMO

. Save and print your card right from your computer

. Keep your card and use it for every purchase until the
maximum benefit has been reached or the card has
expired, whichever comes first

Scan the QR code or visit
PfizerFactorSavingsCard.com
to download your card today.

If you have any questions about the use of the Pfizer Factor Savings
Card, please call 1-888-240-9040 or send questions to: Pfizer Factor
Savings Program, 6501 Weston Parkway, Suite 370, Cary, NC 27513.
The Pfizer Factor Savings Card cannot be combined with other offers
and is limited to one per person. This card will be accepted only

at participating pharmacies. This card is not health insurance. No
membership fees apply.

*Terms and conditions apply; visit PfizerFactorSavingsCard.com for complete terms and
conditions. For commercially insured only. Medicare/Medicaid beneficiaries are not eligible.
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Information and Resources included with your Infusions newsletter are for informational
purposes only and do not constitute any endorsement or recommendation of or for any
medical treatment or product by The Hemophilia Foundation of Northern California
(HENC). With regard to medical information, HENC recommends that any and all
medical treatment you receive or engage in be discussed throroughly and frankly with a
competent, licensed, and fully informed medical practitioner, preferably your Hemophilia
Treatment Center providers. Opinions expressed in articles in the newsletter are not
necessarily those of Infusion’s editorial staff or the HFNC.

Hemophilia Foundation of Northern California is a 501(c)(3) non-profit. Donations are
tax-deductible, much needed and appreciated!

The Infusions Newsletter is underwritten yearly by generous grants from Baxter and Bayer.
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Visit our website at www.hemofoundation.org for important information.

If you would like to advertise in the next issue, please contact the foundation.



