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(te Fennicks, 1962-2014.

estin Peace and (Godspeed.

by Johanna Chappelle

After a short 6-month bat-
tle with terminal brain can-
cer, Ute left us to be with
the Lord on November 19,
2014. She was born in Ber-
nkastel-Kues, Germany on
August 1,1962. She grew

up on the banks of the Mo-
selle River, which is known
for its beautiful river val-
ley, with rolling hills, grape
vines and wineries, and
beautiful classic German ar-
chitecture. It is the home of
one of the best-known wine
festivals in Germany. She
spoke of the beauty of the
area often, and it was al-
ways close to her heart, de-
spite living in the U.S.

In February of 1982, Ute
married “Ira” Chris Fen-
nicks, a young member of
the United States Air Force
(USAF) stationed near her
hometown. Over the years,
Ute occasionally worked as a
civilian contractor in the vet-
erinarian clinics on USAF
bases, both in Germany and
here in the United States.
She always maintained re-
spect for the Armed Services,
and especially the Air Force.

Cindy, her oldest daugh-
ter, and her son, Christo-
pher, were both born in
Germany and currently re-
side in Albuquerque. Ute
is also survived by three
adorable grandchildren—
Maryssa, 9; Ava, 7; and Tar-
ian, 3 months. She has one
brother and a mother who
still live in Germany.

Ute served on the Board of
Directors for Sangre de Oro,
Inc./Hemophilia Foundation
of New Mexico from 1988

to 2007. She served as co-
camp director for the Annu-
al Family Camp from 2000
to 2002 where she helped to
plan a 4-day education event
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for people in New Mexi-
co and their families affect-
ed by hemophilia and oth-
er bleeding disorders.

In the 1990s, she took her
EMT-Basic Course. Not
long after licensing as a Ba-
sic, she started her Inter-
mediate EMT course at the
EMS Academy. Her talent
as an EMS expert led her to
work at theUNM emergen-
cy department where she
cared for many patients and
used her experience with he-
mophilia to educate the ER
staff. She was also able to
run calls in the ambulance
for the Jemez Pueblo EMS.

During her tenure at UNM,
she did some part-time con-
tract work, assisting the
EMS Bureau with practical
exam sites. It was here that
she became intrigued with
the licensing exam process.
In 2004, she was hired into
the full-time BLS/ILS Co-
ordinator position with the
EMS Bureau. In time, she as-
sumed responsibility for li-
censing all levels of EMS
caregivers, and was eventu-
ally promoted up to the Li-
censing Manager position.
In her ten years at the bu-
reau, she has affected thou-
sands upon thousands of
EMS caregivers. Her knowl-
edge and passion will con-
tinue to influence New Mex-
ico EMS for years to come.

Ute became licensed as a
paramedic in 2010. She was
extremely proud of this ac-
complishment, especial-

ly since she was diagnosed
with, and subsequent-

ly vanquished, breast can-
cer around the same time.
After getting her para-
medic license and becom-
ing the Licensing Manag-
er position within the EMS
Bureau, she became ac-

tive on the national level.

Some of her favorite things
in life, aside from her fam-
ily, were coffee “especially
Starbucks,” The UNM Lo-
bos basketball team, creamy
green chili soup, Blue Moon
beer, Margaritas, and watch-
ing the German soccer

team win the World Cup.

She was an amazing advo-
cate for anyone suffering
from chronic and acute ill-
ness. Especially for her own
family, who un-
fortunately

has had sev-
eral medi-

cal challeng-
es, she was a
self-sacrific-
ing mountain
lion. There
were sever-

al instanc-

es when she
drove through
the night af-
ter an out-of-
town board
meeting or working at a test
site to return to Albuquer-
que in order to help out a
family member in need.

Nothing better illustrates
the lengths she would go to
in assuring the health of her
family than the following
story. Back in the mid-1990s,
Ute’s husband, Chris, de-
veloped a condition that ne-
cessitated him being placed
on a kidney transplant list.
After along, unsuccessful
search, Ute, who had been
discouraged from doing so,
insisted they test her to see
if she would be a match. It
is my understanding that
there was significant doubt
by the medical caregivers,
but sure enough, Ute was a
perfect match, if for no oth-
er reason than she willed it
to be so. She gave a kidney
to Chris, and it functioned

well for longer than most
donor kidneys last. In May
2014, when Ute’s Brain tu-
mor was discovered and di-
agnosed, she was surround-
ed by friends and family. We
tried to return the same car-
ing and advocacy that she
had shown to so many.

She will definitely be
missed by the many that
she touched. May she rest
in peace and be surround-
ed by the angels above.

Join NHF’S New lnhibitor Mentor
Program for Parents | ike You

The National Hemophil-

ia Foundation is pleased to
announce the Inhibitor Par-
ent Mentoring Program

for parents and caregiv-

ers of children diagnosed
with hemophilia with in-
hibitors. Parents of chil-
dren with hemophilia with
inhibitors face a variety of
challenges in raising their
children due to the com-
plications of their condi-
tion. This peer mentoring
program matches parents
whose children have or
had inhibitors with par-
ents of children with he-
mophilia with active inhib-
itors who might be feeling
socially isolated and seek-
ing guidance and coaching.

The goal of NHF’s Inhibi-
tor Parent Mentoring Pro-
gram is to decrease the so-
cial isolation parents of
children with hemophilia
with inhibitors often expe-
rience, thereby helping pre-
vent complications of these
conditions and maximiz-
ing the quality of their dai-
ly %ives. This six-month pro-
gram is designed to help

]Taarents comprehensive-

y manage their child’s in-
hibitors and maximize
the quality of their dai-
ly lives through a peer-to-
peer support program.

Becomc a Mentec

A peer support program
will offer the mentee par-
ents advice, encouragement,
and support from those
who have experienced such
challenges in the past. The
mentor will offer guidance,
and coaching to reduce
feelings of isolation, there-
by helping to prevent com-
plications of these condi-
tions and to maximize the
quality of their daily lives.

[Cligibility

Be the parent of a child
with hemophilia A or B
newly diagnosed with an
active inhibitor and feeling
socially isolated due to the
child’s disorder and look-
ing for additional support.

Become a Mcntor

Through this special rela-
tionship, the mentor pro-
vides advice and support
based on his or her own ex-
perience to help guide the
Earents of children with
emophilia A or B new-
ly diagnosed with an ac-
tive inhibitor who are fac-
ing new challenges or
those who have been walk-
ing this journey for some
time who are now facing
new or additional chal-
lenges. The mentor pro-
vides support navigating
these chaﬁenges in ways
that medical profession-
als, family, and friends may
not be able to understand.

[ ligibility

Be the parent of a child
with hemophilia with an
inhibitor (active or toler-
ized) who is at least 2 years
old; feels comfortable shar-
ing his/her experience par-
enting a child with a bleed-

ing disorder with other
parents; have the capaci-
ty (time, emotional stabil-
ity, no major health crisis,
etc.) to commit to mentor-
ing for at least 6 months;
have regular and consis-
tent access to the Internet,
email and long-distance
phone service. The follow-
ing characteristics are not
minimum criteria for men-
tors, but will be consid-
ered to ensure no conflicts
of interest or for the best
match: languages spoken;
membership in NHF or its
chapters, staff of NHF or
its chapters, board mem-
bers of NHF or its chapters.

For questions, please
email mgallagher@
hemophilia.org.

Supported by an Ed-
ucational Grant from
Novo Nordisk
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FDA-Approved Patient Labeling
Patient Information

ELOCTATE™ /el’ ok’ tate/
[Antihemophilic Factor (Recombinant), Fc Fusion Protein]

Please read this Patient Information carefully before using ELOCTATE
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 ELOCTATE?

ELOCTATE is an injectable medicine that is used to help control and
prevent bleeding in people with Hemophilia A (congenital Factor VI
deficiency).

Your healthcare provider may give you ELOCTATE when you have
surgery.

Who should not use ELOCTATE?

You should not use ELOCTATE if you had an allergic reaction to it in the
past.

What should I tell my healthcare provider before using ELOCTATE?
Talk to your healthcare provider about:
e Any medical problems that you have or had.

e All prescription and non-prescription medicines that you take,
including over-the-counter medicines, supplements or herbal
medicines.

e Pregnancy or if you are planning to become pregnant. It is not
known if ELOCTATE may harm your unborn baby.

e Breastfeeding. It is not known if ELOCTATE passes into the milk
and if it can harm your baby.

How should | use ELOCTATE?

You get ELOCTATE as an infusion into your vein. Your healthcare
provider will instruct you on how to do infusions on your own, and may
watch you give yourself the first dose of ELOCTATE.

Contact your healthcare provider right away if bleeding is not controlled
after using ELOCTATE.

What are the possible side effects of ELOCTATE?
Common side effects of ELOCTATE are joint pain and general
discomfort.

Allergic reactions may occur. Call your healthcare provider or
emergency department 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
ELOCTATE, which may stop ELOCTATE from working properly. Your
healthcare provider may give you blood tests to check for inhibitors.
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How should | store ELOCTATE?
e Keep ELOCTATE in its original package.

e Protect it from light.
¢ Do not freeze.
e Store refrigerated (2°C to 8°C or 36°F to 46°F) or at room
temperature [not to exceed 30°C (86°F)], for up to six months.
e When storing at room temperature:
© Note on the carton the date on which the product is removed
from refrigeration.
© Use the product before the end of this 6 month period or
discard it.
© Do not return the product to the refrigerator.

Do not use ELOCTATE after the expiration date printed on the vial or, if
you removed it from the refrigerator, after the date that was noted on
the carton, whichever is earlier.

After reconstitution (mixing with the diluent):
¢ Do not use ELOCTATE if the reconstituted solution is not clear to
slightly opalescent and colorless.

¢ Use reconstituted product as soon as possible

e You may store reconstituted solution at room temperature,
not to exceed 30°C (86°F), for up to three hours. Protect the
reconstituted product from direct sunlight. Discard any product
not used within three hours.

What else should | know about ELOCTATE?

Medicines are sometimes prescribed for purposes other than those
listed here. Do not use ELOCTATE for a condition for which it was not
prescribed. Do not share ELOCTATE with other people, even if they
have the same symptoms that you have.

Manufactured by:

Biogen Idec Inc.

14 Cambridge Center, Cambridge, MA 02142 USA
U.S. License # 1697

44279-01

ELOCTATE™ is a trademark of Biogen Idec.

Issued June 2014

by Candice Dunlop

After moving to Carlsbad,
NM a few years ago, my
husband and I finally set-
tled into a house in a small
retirement community. One
of the first people I met
there was Betty Schroll,
who attended the same
yoga class I had joined. I
was so impressed by this
woman, who, at 86 years
young, was doing yoga
and swimming regularly.
She and her husband, Ron,
(who is 88), play pool often
at the senior center and still
go out dancing! They com-
peted in the Senior Olym-
ics in Roswell in 2013, and
Eoth brought home medals.

At some point, I mentioned
something about hemo-
philia, and Betty said that
she has a family history of
hemophilia. I became in-
terested and decided to
investigate this history.
Betty has given me per-
mission to write this arti-
cle and all of my informa-
tion comes straight from
her. Betty, herself, is an as-
ymptomatic hemophilia A
carrier, but her family his-
tory of hemophilia is re-
markable. Unfortunate-
ly, it is marked here and
there with sadnesses re-
lated to hemophilia. I have
agreed not to use names.

Betty’s immediate fam-

ily consisted of five girls
and two boys. Of these,
four of the girls were car-
riers and one of the boys
had hemophilia. The fami-
ly lived in Connecticut, and
Betty’s mother was instru-
mental in starting a he-
mophilia organization in
that state. Her mother had
come over from England as
an infant, and Betty is not
aware of any research hav-
ing been done further back
than her mother’s fam-

ily. After Betty’s broth-

er was diagnosed within

the first couple years of his
life, it then became appar-
ent that one of her uncles
on her mother’s side should
be tested. The uncle was
then diagnosed, but he did
live quite a long time. Bet-
ty remembers that he was
in a wheelchair near the
end of his life due to a fall.

Betty’s brother had been
diagnosed because he had
bitten his tongue and it
wouldn’t stop bleeding.
He lived into his 60s, but
did die of AIDS, due to
contaminated factor. Bet-
ty does remember many
traumatic times related to
her brother’s bleeding ep-
isodes. In fact, Betty had
seen her brother sutfer so
much, that she planned
to never have children,
even without knowing if
she was a carrier or not.

Three of Betty’s sisters
had boys with hemophil-
ia A (who I shall call Sis-
ter #1, Sister #2, and Sis-
ter #3). Sister #1 took her
child to be tested when
he was 4 months old. The
baby died that night, due
to internal bleeding caused
by the blood draw. Sis-
ter #2 had two boys and
no girls. One of the boys
hac% hemophilia. He lived
into his early 30s before
he succumbed to AIDS.

Sister #3 had one son with
hemophilia and adopted
another boy with hemo-
1I‘thilia when she heard he
ad been put up for adop-
tion. The two boys were
only 4 months apart. Both
of the boys received con-
taminated factor and both
died of AIDS in their ear-
ly 20s, within the same
year. Betty remembers that
her nephew asked to go
home to die, and since she
was a nurse, she had made
1I‘Dllans to go to help care for
im at home. However, he

[N [ [

Meét Béttg Schro”

passed away within hours
of arriving home. As T am
writing this, I feel over-
come with sadness, know-
ing what so many went
through during that era.

Sister #3 also had a daugh-
ter who had a boy with he-
mophilia. Betty saw him
recently at a reunion. He
is about 4 years old and is
extremely active. She was
amazed how much differ-
ently he is treated than
her brother was as a child.
Progress has been made
for these little guys!

Now, back to Betty. She
did decide to have chil-
dren before she ever got
tested for being a carri-

er. She ended up havin,
three girls. Betty actual-
ly was tested sometime in
the 1960s and was told she
was not a carrier. How-
ever, this was disproved

when her second daugh-
ter had a boy with hemo-
philia. He has done fairly
well and is now in his 20s.
He has severe hemophilia
and is on prophylaxis. Betty
also has two granddaugh-
ters from her first daugh-
ter. To her knowledge, nei-
ther the mother nor the
daughters have been test
ed. Her youngest daughter
has not had any children.

That is Betty’s story. I have
enjoyed learning about it
and writing about it. As |
said, I was first drawn to
Betty because of her ac-
tive life. T only hope I
have half of her stamina
at 86. Keep dancing, Bet-
ty and Ron! We welcome
you into our New Mex-
ico hemophilia family.
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National Hemophilia Awareness Month
Teen Event (tentative)

Camp Dinner (Albuquerque)

Camp Dinner (Roswell)

Board Meeting (SDO office, 5:30 p.m.)

Blood Sister Event: Jamberry Nails and Lunch, 11:30 a.m.-2:30 p.m., SDO Office

HFA Symposium in St. Louis, MO

Camp Dinner (Albuquerque)

Inhibitor Family Camp in Lake Hughes, CA

Camp Dinner (Santa Fe)

World Hemophilia Day

The 3" Annual Hemophilia Walk of New Mexico, Tiguex Park
Bi-Regional Meeting in Spokane, WA

SDO Board Meeting, 6 p.m., SDO Office
Insurance Event, Northern New Mexico (Tentative)
NHF Leadership Training, Tempe, AZ

Hemophilia B Symposium, Albuquerque, NM

New Mexico Hemophilia Awareness Day

Camp Sangre Valiente in Capitan, NM

Blood Brotherhood Event (Tentative)

Blood Sister Event: “The Courage to Soar,” All Day, Venue TBD

Inhibitor Summit, Denver, CO
Inhibitor Summit, Atlanta, GA
Board Meeting, 6 p.m., SDO Office
Teen Baseball Game

Caliente Classic Golf Tournament
NHF Annual Meeting, Dallas, TX
Blood Brother Event (Tentative)

NHF Annual Meeting in Washington, DC
Board Meeting (location TBD)

Inhibitor Camp, Randleman, NC
Patient and Family Educational Weekend in Albuquerque, NM

Holiday Event (Tentative)

x ELOCTATE"

[Antihemophilic Factor
(Recombinant), Fc Fusion Protein]

THE FIRST AND ONLY FACTOR VIII
WITH A PROLONGED HALF-LIFE

Learn how a prolonged half-life
may affect your infusion schedule

Indications

ELOCTATE [Antihemophilic Factor (Recombinant), Fc Fusion Protein] is a recombinant DNA derived, antihemophilic
factor indicated in adults and children with Hemophilia A (congenital Factor VIl deficiency) for: control and prevention
of bleeding episodes, perioperative management (surgical prophylaxis), and routine prophylaxis to prevent or reduce
the frequency of bleeding episodes. ELOCTATE is not indicated for the treatment of von Willebrand disease.

Important Safety Information
Do not use ELOCTATE if you have had an allergic reaction to it in the past.

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, are breastfeeding, are pregnant
or planning to become pregnant, or have been told you have inhibitors (antibodies) to Factor VIII.

Allergic reactions may occur with ELOCTATE. 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 ELOCTATE, which may stop ELOCTATE
from working properly.

Common side effects of ELOCTATE are joint pain and general discomfort. These are not all the possible side effects of
ELOCTATE. Talk to your healthcare provider right away about any side effect that bothers you or that does not go away,
and if bleeding is not controlled after using ELOCTATE.

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.

blogen idec. coois Biogen Idec Inc. Al rights reserved. Printed in USA. HFE-1006322-02 11/14
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Maria Chavez ical therapy ... the list

continues. And hope-
fully, it is not a season

that will last very long.
%‘/r J/ s We all get to the point anxiety, and “what if”
HEMOPHILIA AWARENESS | it
where we think it will This year has already
M M(% never get better. But most found me being grateful
of the time it does; you for things to which most
SHOW YOUR SUPPORT FOR THE just have to hang on. Our other people would not

BLEEDING DISORDERS COMMUNITY,

family went through one
of these seasons recently,
where hemophilia simply
ruled our lives. I remem-
ber sitting in the hospital
night after night think-

give a second thought.

&, Dropping my 9-year-
old off at the curb and
seeing him walk into
school is a tremen-

‘ Spring_2015_NewCC.indd 5 @



6

New Drugs Offer [Hope, Parriers for IHepatitis (_ Patients

By Laura Weiss, Inquirer Staff
Writer, Summarized by Lori Long

POSTED: January 4, 2015

Hepatitis C is a viral dis-
ease that is transmitted
through the blood and is now
spread largely through injec-
tion drug use. It scars the liv-
er, sometimes leading to liv-
€T cancer or necessitating a
transplant. About 3.2 mil-
lion Americans are thought
to be infected, most of them
baby boomers. But symp-
toms may not appear for de-
cades, and many carriers are
unaware they carry the virus.

For patients with hepatitis
C, the last year has brought
great hope: new drugs, such as
Sovaldi, that are hig%ly effec-
tive with few side effects. But
their high cost has led Med-
icaid officials in Pennsylva-
nia and other states to put up
barriers for patients, treat-
ing only the sickest ones and
leaving many others to wait.

"This is an unprecedented ap-
proach we've Ead to take with
these drugs, said Terri Cath-
ers, pharmacy director for
Pennsylvania's Office of Med-
ical Assistance Programs.
"We've not done this before
for other treatments as long as
I've been in the business." To
get the drugs in Pennsylvania,
Medicaid now uses prior au-
thorization guidelines, which
require patients to be assessed
for treatment compliance,
show the amount of damage
to their liver or virus in their
systems, and prove they are
abstinent from drugs and al-
cohol through tests and a con-
firmation of six months of so-
briety from a doctor, Cathers
said. Generally, only patients
with significant liver dam-
age get approval. The state
a%so asks if patients have been
treated before, and if so, why
it failed. Patients who are de-
nied the drugs must wait for
prices to go down or their dis-
ease to progress, Or try to get
free or discounted medica-
tion through a drug compa-

ny patient assistance program,
ifytﬁey qualify. The approach,
she said, is a direct result of
the cost (up to $150,000 per
patient). But some doctors

‘ Spring_2015_NewCC.indd 6

who treat hepatitis C say the
state's effort is discriminator
and shortsighted. "We provi(;j
ers feel like this is really not
the way that we need to be al-
locating health care,’ said Sta-
cey Trooskin, who specializes
in hepatitis C. "We know that
people who are treated earlier
respond better to treatment.’
She says private insurers also
deny coverage but are amena-
ble to appea%s. Not Pennsyl-
vania Medicaid. The state's
hepatitis C policy is dispro-
portionately harming the
poor, she said. Pennsylvania's
is one of 35 state programs
placing barriers on t%e drugs.

Doctors say they have to go

to dgreat lengths to get Medic-
aid patients approved, gener-
ating up to four denials before
a final rejection. They say that
employees must spend eight
to 12 hours to get a patient
drug approval. Sovaldi, an ef-
fective hepatitis C treatment,
costs $84.,000 for 12 weeks of
the daily pills containing so-
fosbuvir. Harvoni, a sofosbuvir
and ledipasvir combination
pill, costs $94,500 for a full
12-week course, but some pa-
tients with less liver damage
can be cured with a $63,000,
cight-week treatment. Soval-
diis used in combination
with other drugs such as Jans-
sen Pharmaceuticals' pill
Olysio, pushing the cost up

to $150,000 for 12 weeks.

The new drugs change the
game for hep C, offering dai-
ly pills with cure rates of more
than 90 percent. The treat-
ments are well tolerated, with
minor side effects of fatigue
and headaches. Older treat-
ment relied on a combination
of pegylated interferon and
ribavirin. Patients were often
deterred by interferon's week-
Pz injections, severe side ef-
ects, and lower success rate.
Trooskin warns her patients
up front about the difficulty
of getting the new pills, par-
ticularly if they are on Med-
icaid. She said that Medicare
has been covering them but
that private insurance com-
panies sometimes reject them

the first time and then gen-
erally relent. She called new
hep C treatments "the greatest
pupblic health accomplishment
of our generation.” But it's not
enough to have a cure. Anyone
who needs it has to be able to
get it, she said. Trooskin re-
ceives grant funding from Gil-
ead and sat on hepatitis C ad-
visory boards for the company.

A Gilead spokeswoman said
in a statement that the pric-
ing of Harvoni and Sovaldi re-
flects their value and will save
the nation's health system over
time, since the average cost of
aliver transplant was $577,100
in 2011. Responding to the
drug restrictions, the spokes-
woman wrote that starting
therapy earlier has produced
a higher cure rate in stud-

ies, which would cut future
costs of treating advanced liv-
er damage. Paul Yabor, 52,

of Juniata, had moderate liv-
er damage from hepatitis C
when he was first denied

the drugs by his private in-
surer. Then he got approval,
thanks to advocacy, he said.
He began treatment, which
he found free of side effects, in
June and finished in Septem-
ber. Now he has no hep C vi-
rus detectable in his system.

"Behind this medication are
sick people who are dying,

he said. "We're dealing with a
system that basically says: Is it
more affordable to let someone
die than to live? Or how little
can we give out to make the
most profit?* Carl Grant, 64,
of South Philadelphia, hasn't
been so fortunate. More than
two decades with the infec-
tion has left him with severe
liver damage, but he said he
avoided the old treatment be-
cause of its severe side effects.
Grant's cirrhosis puts him at
risk for liver cancer or need-
ing a transplant. He was pre-
scribed two of the new drugs
in July. His Medicaid HMO,
Keystone First, denied the
$150,000 cost. Months after
his doctor first prescribed the
drugs for him, Grant attend-
ed a first appeal hearing on
Dec. 9. Joining him were nurse

practitioner Jody Gilmore, co-
ordinator of the viral hepati-
tis program at Penn Presby-
terian Medical Center, and
Lance Haver, director of the
city's Office of Consumer Af-
fairs. Both spoke on his be-
half to a company-employed
doctor hearing the appeal.

"We have a cure, so let me have
that cure,' Grant said before-
hand. 'As a United States citi-
zen, I feel like I'm being cheat-
ed." When Grant was first
denied Sovaldi and Olysio,
Keystone First suggested that
he try a cheaper regimen of
Sovafdi, pegylated interfer-
on, and ribavirin, Gilmore
said. But when she applied for
those drugs, Grant was denied
again. Keystone First wouldn't
discuss Grant's case with a re-
porter, but said its protocols
are approved by Pennsylva-
nia Medicaid and are subject
to "a rigorous review process’
based on evidence. "About

80 percent of hepatitis C pa-
tients don't experience a pro-
gression of their disease,’

the company said in a state-
ment. 'For those that do, we
have developed protocols to
put them on the path to well-
ness as quickly as possible.’

Grant is awaiting a decision
that Gilmore said will like-
ly depend on the results of a
new scan to confirm the ex-
tent of his liver damage. The
nurse practitioner said all her
Medicaid patients are get-
ting denials, generally at least
two to four times, for the
new hep C drugs. The pro-
cess, she said, takes months.é

Weiss, Laura. “New drugs offer
hope, barriers for hepatitis
C hpatients,” 4 January 2014,
Philly.com.Copyright 2015.
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We set out on this journey with you
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the development of treatments for those
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As we look to the future, we see
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ADVATE [Antihemophilic Factor (Recombinant)]
Lyophilized Powder for Reconstitution for Intravenous Injection

Brief Summary of Prescribing Information: Please see package insert for full Prescribing Information.

INDICATIONS AND USAGE Respiratory, thoracic, and mediastinal Pharyngolaryngeal 23 20 9
ADVATE [Antihemophilic. Factor (Reqqmbinant)] ig a recombinant gqtihemophilic factor indicgted for use disorders pain

in children and adults VYIth hemophlllaA (.congenltal factor VIl deficiency or classic hemophilia) for: Rgspwatory, thoracic, and mediastinal Nasal congestion 24 19 3
o Control and prevention of bleeding episodes. disorders

o Perioperative management. 8astro?ntest?na: d?sorders Biarrhea g;l 1 g 8
¢ Routine prophylaxis to prevent or reduce the frequency of bleeding episodes. Gzitergngpdaegiﬁg;ministration site ausea 8
ADVATE iss not indiicated for the treatment of von Willebrand disease. conditions Pain 19 17 8
CONTRAINDICATIONS Skin and subcutaneous tissue disorders Rash 16 13 6
ADVATE is contraindicated in patients who have life-threatening hypersensitivity reactions, including Infections and infestations Ear infection 16 12 5
anaphylaxis, to mouse or hamster protein or other constituents of the product (mannitol, trehalose, Injury, poisoning, and procedural Procedural pai 16 12 5
sodium chloride, histidine, Tris, calcium chloride, polysorbate 80, and/or glutathione). complications rocedural pain

WARNINGS AND PRECAUTIONS ggspldratory, thoracic, and mediastinal Rhinorrhea 15 12 5
Hypersensitivity Reactions Isorders

Allergic-type hypersensitivity reactions, including anaphylaxis, have been reported with ADVATE.
Symptoms include dizziness, paresthesia, rash, flushing, facial swelling, urticaria, dyspnea, and pruritus.
ADVATE contains trace amounts of mouse immunoglobulin G (MulgG) <0.1 ng/IU ADVATE, and hamster
proteins <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

Neutralizing antibodies (inhibitors) have been reported following administration of ADVATE predominantly

in previously untreated patients (PUPs) and previously minimally treated patients (MTPs). Monitor all

patients for the development of factor VIl inhibitors by appropriate clinical observation and laboratory
testing. If expected plasma factor VIIl 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]

Monitoring Laboratory Tests

¢ Monitor plasma factor VIIl activity levels by the one-stage clotting assay to confirm the adequate
factor VIl levels have been achieved and maintained when clinically indicated. [see Dosage and
Administration]

o Perform the Bethesda assay to determine if factor VIll 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.

— Ifthe 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
VIIl. The treatment or prevention of bleeding in such patients requires the use of alternative
therapeutic approaches and agents.

ADVERSE REACTIONS

The serious adverse reactions seen with ADVATE are hypersensitivity reactions and the development of
high-titer inhibitors necessitating alternative treatments to factor VIll.

The most common adverse reactions 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 clinical trials in previously treated patients (PTPs) and

one ongoing trial in previously untreated patients (PUPs) with severe to moderately severe hemophilia

A (factor VIl <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
(range: 1 t0 598).°

The summary of adverse reactions with a frequency >5% (defined as adverse events occurring within 24
hours of infusion or any adverse event causally related occurring within the trial period) is shown in Table 3.
No subject was withdrawn from a clinical trial due to an adverse reaction. There were no deaths in any
of the clinical trials.

Table 3
Summary of Adverse Reactions?® with a Frequency >5% (N = 234 Treated Subjects®)

Number | Percent

MedDRA Number
MedDRA® System Organ Class of of
Preferred Term | of ADRs Subjects | Subjects
General disorders and administration site )
conditions Pyrexia 78 50 21
Nervous system disorders Headache 104 49 21
Respiratory, thoracic, and mediastinal
disorders Cough 75 44 19
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 I
complications Limb injury 55 24 10
. ) . Upper respiratory
Infections and infestations tract infection 24 20 9
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2 Adverse reactions 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 trial in PUPs as of 27 March 2006.

¢ MedDRA version 8.1 was used.

Immunogenicity

The development of factor VIl inhibitors with the use of ADVATE was evaluated in clinical trials with
pediatric PTPs (<6 years of age with >50 factor VIl 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 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 trials 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.2 Four subjects 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 subjects, 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.
0Of the 181 subjects who were treated and assessed for the presence of anti-human von Willebrand
Factor (VWWF) antibodies, none displayed laboratory evidence indicative of a positive serologic response.
The detection of antibody formation is highly dependent on the sensitivity and specificity of the assay.
Additionally, the observed incidence of antibody (including neutralizing antibody) positivity in an assay
may be influenced by several factors including assay methodology, sample handling, timing of sample
collection, concomitant medications, and underlying disease. For these reasons, comparison of the
incidence of antibodies to ADVATE with the incidence of antibodies to other products may be misleading.

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
4 represents the most frequently reported post-marketing adverse reactions as MedDRA Preferred Terms.

Table 4
Post-Marketing Experience

Organ System [MedDRA Primary SOC]

Immune system disorders

Preferred Term
Anaphylactic reaction?
Hypersensitivity?
Factor VIl inhibition
Injection site reaction

Blood and lymphatic system disorders

. . L Chills
Sg:girt?(l) r?slsorders and administration site Fatigue/Malaise
Chest discomfort/pain

Less-than-expected therapeutic effect

aThese reactions have been manifested by dizziness, paresthesias, rash, flushing, face swelling,
urticaria, and/or pruritus.

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

Patented: see www.baxter.com/productpatents/

Baxter Healthcare Corporation, Westlake Village, CA 91362 USA
U.S. License No. 140  Issued 04/2014

USBS/34/14-0104
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Steve (Griego: a (Great FPhilanthropist!
g P

by Lori Long

On September 27, 2014, I was honored to attend a
recognition dinner hosted by NHF for philanthropists
who support individual chapters. NHF selected four
Philanthropists of the Year from chapter nominations.
These individuals have significantl %elped the
bleeding disorders community in tﬁeir area.

The awardee from New Mexico was Steve Griego from
DMC Logistics. Steve has been the primary sponsor and
fundraiser for the SDO Annual Caliente Classic Golf
Tournament for the past 11 years (a lot longer than the

2 or 3 years he expected). In his words, “I told Loretta
[Cordoval, I would help for 2 or 3 years to get the golf
tournament off the ground and then you [SDO] could take
over.” In attendance with Steve was his wife Lydia, our
SDO Past President, Johanna Chappelle, and myself.

Philanthropists often make significant contributions to NHF
chapters, which allows the chapters to provide vital pro-
grams and services to people aF‘[Eected by bleeding disorders.
These individuals have eXEibited exceptional generosity
through their direct financial support, exemplified outstand-
ing civic and charitable responsibility, and encouraged and
motivated others in their own philanthropy. We congratu-
late these individuals who have made such significant contri-
butions to their chapters, especially our own Steve Griego.

Thank you, Steve and Lydia for your years of sup-
port! You have changed our lives!

Pete Barbounis: He-
mophilia Foundation of
Northern California

Steve Griego: Sangre de Oro, Inc., Bleeding Dis-
orders Foundation of New Mexico

Innovating Worthy Projects Foundation: He-
mophilia Association of the Capital Area

The J. Willard and Alice S. Marriott Founda-
tion: Hemophilia Association of the Capital Area
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PERSONALIZATION WITH A BROAD SELECTION OF ADVATE OPTIONS
CUSTOMIZED CONVENIENCE WITH 2 ML OR 5 ML DILUENT VOLUME

[ — — [ 3 . o—
ADVATE ADVATE ADVATE [ 7. ADVATE

250 375 750 1700,
U U U U

Intermediate Intermediate Intermediate Intermediate
potency potency

5mL
Sterile Water for Sterile Water for
Injection (diluent) Injection (diluent)

* 11 potencies provide more options for single-vial infusions—more than any other FVIil
product'

e 7 different potencies available with 2 mL diluent volume, up to 1700 IU'

DETAILED IMPORTANT RISK INFORMATION (continued)

You should tell your healthcare provider if you:

e Have or have had any medical problems.

e Take any medicines, including prescription and non-prescription medicines,
such as over-the-counter medicines, supplements or herbal remedies.

¢ Have any allergies, including allergies to mice or hamsters.

¢ Have been told that you have inhibitors to factor VIII (because ADVATE may not work for you).

Your body may form inhibitors to factor VIIIl. 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 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.

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

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

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 ADVATE Prescribing Information on the following page.

References: 1. ADVATE Prescribing Information. Westlake Village, CA: Baxter
Healthcare Corporation; April 2014. 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. Data on file. ADVATE
Westlake Village, CA; Baxter Healthcare Corporation. [Antlhemophlllc Factor (Recombinant)]

Baxter and Advate are registered trademarks of Baxter International Inc.
USBS/34/14-0029(1)
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[Antihemophilic Factor (Recombinant)]
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ADVATE DOSING CAN BE PERSONALIZED FOR YOU

EVERY-SECOND-DAY AND EVERY-THIRD-DAY DOSING OPTIONS WITH
ADVATE PROPHYLAXIS WERE BOTH SHOWN TO BE EFFECTIVE IN A CLINICAL TRIAL

Standard Every-Second-Day Prophylaxis Every-Third-Day Prophylaxis

:I :I :l :l j /7 | POTENTIAL

FEWER INFUSIONS

E = = - PER YEAR

WHILE MAINTAINING EFFICACY"?

- e - - =
- - =

&) Infusion Days

You may be a candidate for Every-Third-Day Dosing if

@ * Your treatment is on-demand and your bleed frequency is 4 to 6 times per month or more, and you want fewer
bleeds with fewer scheduled infusions’

* Your current prophylaxis treatment regimen is 3 times per week or more, and you want fewer scheduled infusions
Talk to your healthcare provider to see if Every-Third-Day Dosing is right for you.

¢ You must carefully follow your healthcare provider’s instructions regarding the dose and schedule for infusing
ADVATE so that your treatment will work best for you

* You must be willing to have blood tests to help determine your appropriate starting dose (as it may be higher
than your current dose)

INDICATIONS

ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Method] is a medicine used to replace clotting factor
(factor VIl or antihemophilic factor) that is missing in people with hemophilia A (also called “classic” hemophilia). ADVATE 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 you have surgery. ADVATE can reduce the number of bleeding episodes in adults and children (0-16 years)
when used regularly (prophylaxis).

ADVATE is not used to treat von Willebrand disease.

DETAILED IMPORTANT RISK INFORMATION

You should not use ADVATE if you:

e Are allergic to mice or hamsters.

e Are allergic to any ingredients in ADVATE.

Tell your healthcare provider if you are pregnant or breastfeeding because ADVATE may not be right for you.

Please see Detailed Important Risk Information continued on the following page.

Continued on Page 16.
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By Jose Guillen

Attending the 2014 National Hemophilia Foundation An-
nual Meeting as an SDO Chapter representative was an
honor and a privilege. The previous three NHF Annual
Meetings I have been fortunate to attend were great expe-
riences, and this one was no different. NHF Annual Meet-
ings are a whirlwind experience that move at a rapid pace.

You meet outstanding, dedicated community members from

across the country who are making a difference in their
communities, and it feels great to be part of that group.

The meeting started off on Wednesday evening after a long
day of travel from Albuquerque to Washington D.C. At
the Chapter Leadership Reception, we mingled over hors
d'oeuvres with chapter leaders from across the country.

The entire Meeting Program was jam-packed with 3 full
days of meetings. The Annual Meeting is structured such
that there are presentations for different audiences, such
as Consumers and New Families, MDs, Nurses, Physical
Therapists, Social Workers, Cha]fater Staff, and Teens. I pri-

marily attended the Chapter Sta

f meetings and mixed in

a couple of Consumers and New Families presentations.

The Annual Meeting started in a huge ballroom with the
NHF Chapter Update presentations from the NHF Staff.

&, Joe Klieber spoke about the establishment of a Chap-

ter Intranet to be used to provide help to chapters with
HR administration, fund raising, professional devel-
opment, board development, and nhf chapter mem-
bership registration. he also mentioned that chap-

ter Charter Agreements need to be renewed in 2015
and referred to Chapter Services for those chapters
that have issues with the agreements for resolution.

&, Jorge de la Riva spoke about the Board of Direc-

tors and his experience on how a small group
of determined people can change the world.

Research matching grant program.

The NY Chapter donated $10K to this JGP research
program. This NHF fellowship program named for
Dr. Judith Graham Pool who discovered a meth-

od of obtaining clotting factor from human plas-
ma to make cryoprecipitate. Her research led to

the newer recom%inant factor therapies that many
with bleeding disorders use today. Chapters are en-
couraged to make a donation to this program since
no corporate money is accepted for its research.

&, Alain Weill from the World Federal of He-
mophilia provided the following update:

20 million IUs of factor were donated by
Eharmaceutical companies after the Mel-
ourne Congress in 2014. They commit-

ed to further donations in the future.

Community donations were also encouraged.
NHF will match these donations up to $50K.

[ have summarized two meetings that were significant
for me.

Cha pter Stag Organization (CSO}
Pusiness Mccting and | uncheon

During the short business meeting, new executive directors
were recognized. This was followed by an exciting update
on the new factor drugs in the pipeline. The following figures
in this article were provided by Dr. Steven W. Pipe, M.D.,
Professor of Pediatrics and Pathology, and Director of Pediat-
ric Hematology at the University of Michigan in Ann Arbor.

Figure 1 illustrates just how far hemophilia care has pro-

&, Kristin Hokoyama spoke about the NHF Walk Program

and how the mon-
ies raised get used.

e Monies raised lo-
cally stay local

e Monies raised na-
tionally greater
than $IM go back
to NHF to a rev-
enue sharing pot
for Walk training,
which took place
in Las Vegas right
after NACCHO
training in 2015

e Walk train-
ing program will
be expanded

e Baxter initi-

ated a Hemo-
philia Walk for

10
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gressed, from blood transfusions in 1840 to today’s lon-
ger-lasting factor products and tomorrow’s gene therapy.

Gene
therapy

1840 1916  1960s 1970s  1980s  1990s 2008 2011 2014 20207

Collins, et al., J Thromb Haemost, 2009;7(3);413-420
Collins, et al., J Thromb Haemost, 2010;8(2);269-275
Bjorkman, et al., Blood, 2012; 119(2):6112-618

Valentino, et al., J Thromb Haemost, 2012;10(3);359-367

1 ABB. Available at http://www.aabb.org/resources/bct/Pages/highlights.aspx

2 National Hemophilia Foundation. Available at http:/www.hemophilia.org/N-
HFWeb/Mainpgs/MainNHF.aspx?menuid=178&contentid=6.3

3 Hemophilia-information.com. Available at http://www.hemophilia-informa-
tin.com/history-of-hemophilia.html; accessed 17 May 2013

Figure 1. Evolution of Hemophilia Care
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Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.

© 2014 Novo Nordisk  All rights reserved. 0814-00022967-1

Meet Your
Hemophilia
Community
Specialist

Your HCS is a valuable resource to help you
manage life with hemophilia. Whether you

need information about living with hemophilia,
Novo Nordisk products, or financial assistance and
reimbursement programs, Jessica is there to help.

Arrange a one-on-one meeting today!

Jessica Steed

JCSD@novonordisk.com
602-615-6974
ChangingPossibilities-US.com

About Jessica

Jessica is a community builder who believes that
connecting with people, creating communities, and
advocating for important causes is the key to her
mission as an HCS.

September 2014

novo nordisk’

J
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& BenefFix

Coagulation Factor IX (Recombinant)
Room Temperature Storage

R(only

Brief Summary

See package insert for full Prescribing Information. This product’s label
may have been updated. For further product information and current
package insert, please visit www.Pfizer.com or call our medical
communications department toll-free at 1-800-934-5556.

Please read this Patient Information carefully before using BeneFix and
each time you get a refill. There may be new information. This brief
summary does not take the place of talking with your doctor about your
medical problems or your treatment.

What is BeneFix?

BeneFix is 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 or Christmas disease.

BeneFix is NOT used to treat hemophilia A.

What should | tell my doctor before using BeneFix?

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

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
BeneFix may harm your unborn baby.

e are breastfeeding. It is not known if BeneFix passes into the milk and
if it can harm your baby.

How should | infuse BeneFix?

The initial administrations of BeneFix should be administered under
proper medical supervision, where proper medical care for severe
allergic reactions could be provided.

See the step-by-step instructions for infusing in the complete
patient labeling.

You should always follow the specific instructions given by your doctor.
If you are unsure of the procedures, please call your doctor or
pharmacist before using.

Call your doctor right away if bleeding is not controlled after
using BeneFix.

Your doctor will prescribe the dose that you should take.
Your doctor may need to test your blood from time to time.
BeneFix should not be administered by continuous infusion.

What if | take too much BeneFix?
Call your doctor if you take too much BeneFix.

What are the possible side effects of BeneFix?

Allergic reactions may occur with BeneFix. Call your doctor or get
emergency treatment right away if you have any of the following
symptoms:

wheezing

difficulty breathing

chest tightness

turning blue (look at lips and gums)
fast heartbeat

swelling of the face

faintness

rash

hives

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

®
Wyeth Manufactured by Wyeth Pharmaceuticals Inc.
BUS420219-01 © 2012 Pfizer Inc. All rights reserved.
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Some common side effects of BeneFix are nausea, injection site reaction,
injection site pain, headache, dizziness and rash.

BeneFix may increase the risk of thromboembolism (abnormal blood clots)
in your body if you have risk factors for developing blood clots, including an
indwelling venous catheter through which BeneFix is given by continuous
infusion. There have been reports of severe blood clotting events, including
life-threatening blood clots in critically ill neonates, while receiving
continuous-infusion BeneFix through a central venous catheter. The safety
and efficacy of BeneFix administration by continuous infusion have not
been established.

These are not all the possible side effects of BeneFix.

Tell your doctor about any side effect that bothers you or that does not
go away.

How should | store BeneFix?

DO NOT FREEZE BeneFix. BeneFix kit can be stored at room temperature
(below 86°F) or under refrigeration. Store the diluent syringe at

36° to 86°F (2° to 30°C). Throw away any unused BeneFix and diluent after
the expiration date indicated on the label.

Freezing should be avoided to prevent damage to the pre-filled
diluent syringe.

Different storage conditions are described below.

Product labeled for Room Temperature Storage

Store at 2° to 30°C (36° to 86°F).

If you have the product kit labeled for room temperature storage, it can
be stored at room temperature (below 30°C or 86°F) or in the refrigerator
(2° to 8°C or 36° to 46°F).

Product labeled for Refrigerator Storage

Continuous refrigeration

[2° to 8°C (36° to 46°F)]

If you have the product labeled for storage in the refrigerator (2° to 8°C or
36° to 46°F) and you have not taken the kit out of the refrigerator, then the
expiration date printed on the package still applies. You can store the
product at room temperature (below 30°C or 86°F) for up to 6 months or
until it has reached its expiration date, whichever comes first.

If you have taken the product kit labeled for storage in the refrigerator out
of the refrigerator and stored it at room temperature (below 30°C or 86°),
then use the product within 6 months from the time you took the product
out of the refrigerator or until it has reached its expiration date, whichever
comes first. If you cannot remember when you took it out of the
refrigerator, then subtract one year (12 months) from the date that is
printed on the end flap of the carton package. The date you get is your
new expiration date. Throw away any product that has gone over the new
expiration date.

BeneFix does not contain a preservative. After reconstituting BeneFix, you
can store it at room temperature for up to 3 hours. If you have not used it
in 3 hours, throw it away.

Do not use BeneFix if the reconstituted solution is not clear and colorless.

What else should | know about BeneFix?

Medicines are sometimes prescribed for purposes other than those listed
here. Do not use BeneFix for a condition for which it was not prescribed.
Do not share BeneFix with other people, even if they have the same
symptoms that you have.

If you would like more information, talk to your doctor. You can ask
your doctor for information about BeneFix that was written for
healthcare professionals.

This brief summary is based on BeneFix® Coagulation Factor IX

(Recombinant) Prescribing Information LAB-0464-8.0, revised

November 2011.

Marketed by Pfizer Inc.
July 2012

GRIFOLS

NDC 68516-4609-2

Antihemophilic Factor/von
Willebrand Factor Complex (Human)
Alphanate®

Half the \{olume
Twice the factor*

Solvent Detergent / Heat Treated

10mL
2000 1U FVIII Range

For Intravengys Administration

ALPHANATE® (antihemophilic factor/von Willebrand factor complex [human])
is now available in a 2000 IU FVIII vial with a reconstitution volume of only 10 mL.

*That’s TWICE the amount of factor of the largest vial available for —
other FVIII/VWF products, so patients may require: [=] __||E| Learn more at
e Less volume

alphanate.com

e Less time

» Fewer syringes Alphanate®
Antihemophilic Factor/von Willebrand

Isn’t it time you tried ALPHANATE?
y Factor Complex (Human)

Indications
ALPHANATE® (antihemophilic factor/von Willebrand factor complex [human]) is indicated for:
- Control and prevention of bleeding in patients with hemophilia A

- Surgical and/or invasive procedures in adult and pediatric patients with von Willebrand disease (VWD) in whom desmopressin
(DDAVP®) is either ineffective or contraindicated. It is not indicated for patients with severe VWD (Type 3) undergoing major surgery

Important Safety Information

ALPHANATE is contraindicated in patients who have manifested life-threatening immediate hypersensitivity reactions,
including anaphylaxis, to the product or its components.

Anaphylaxis and severe hypersensitivity reactions are possible. Should symptoms occur, treatment with ALPHANATE should
be discontinued, and emergency treatment should be sought.

Development of activity-neutralizing antibodies has been detected in patients receiving FVIII containing products. Development
of alloantibodies to VWF in Type 3 von Willebrand disease (VWD) patients has been occasionally reported in the literature.

Thromboembolic events may be associated with AHF/VWF Complex (Human) in VWD patients, especially in the setting of known risk factors.
Intravascular hemolysis may be associated with infusion of massive doses of AHF/VWF Complex (Human).
Rapid administration of a FVIII concentrate may result in vasomotor reactions.

Plasma products carry a risk of transmitting infectious agents, such as viruses, and theoretically, the Creutzfeldt-Jakob disease
(CJD) agent, despite steps designed to reduce this risk.

The most frequent adverse events reported with ALPHANATE in >5% of patients are respiratory distress, pruritus, rash,
urticaria, face edema, paresthesia, pain, fever, chills, joint pain, and fatigue.

Please see brief summary of ALPHANATE full Prescribing Information on adjacent page.

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.

References: 1. ALPHANATE® (antihemophilic factor/von Willebrand factor complex [human]) Prescribing Information. Grifols. 2. CSL Behring. Humate P Package Insert. August 2013; 3. Octapharma.
Wilate Package Insert. January 2012; 4. Kedrion. Koate-DVI Package Insert. August 2012.

For more information: Grifols Biologicals Inc.

© 2014 Grifols Inc. Al rights reserved. Printed in USA. July 2014 A817-0714

Tel. 888-GRIFOLS (888-474-3657)

Grifols Biologicals Inc.
5555 Valley Boulevard, Los Angeles, 90032 CA - USA  Tel. 888-GRIFOLS (888 474 3657)

GRIFOLS

www.grifols.com
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ALPHANATE®

Antihemophilic Factor/von Willebrand
Factor Complex (Human)

HIGHLIGHTS OF PRESCRIBING INFORMATION

These highlights do not include all the information needed to use
Alphanate safely and effectively. See full prescribing information
for Alphanate.

ALPHANATE (ANTIHEMOPHILIC FACTOR/VON WILLEBRAND
FACTOR COMPLEX [HUMAN])

Sterile, lyophilized powder for injection.
Initial U.S. Approval: 1978

-------------------------- INDICATIONS AND USAGE

Alphanate is an Antihemophilic Factor/von Willebrand Factor
Complex (Human) indicated for:

e Control and prevention of bleeding in patients with hemophilia A.

e Surgical and/or invasive procedures in adult and pediatric patients
with von Willebrand Disease in whom desmopressin (DDAVP) is
either ineffective or contraindicated. It is not indicated for patients
with severe VWD (Type 3) undergoing major surgery.

For Intravenous use only.

Alphanate contains the labeled amount of Factor VIII expressed in
International  Units  (IU) FVIll/vial and von Willebrand
Factor:Ristocetin Cofactor activity in IU VWF:RCo/vial.

Hemophilia A: Control and prevention of bleeding episodes

e Dose (units) = body weight (kg) x desired FVIII rise (IU/dL or
% of normal) x 0.5 (IU/kg per 1U/dL).

e Frequency of intravenous injection of the reconstituted product is
determined by the type of bleeding episode and the recommen-
dation of the treating physician.

von Willebrand Disease: Surgical and/or invasive procedure in
adult and pediatric patients except Type 3 undergoing major
surgery

e Adults: Pre-operative dose of 60 IU VWF:RCo/kg body weight;
subsequent doses of 40-60 IU VWF:RCo/kg body weight at
8-12 hour intervals post-operative as clinically needed.

e Pediatric: Pre-operative dose of 75 IU VWF:RCo/kg body weight;
subsequent doses of 50-75 IU VWF:RCo/kg body weight at
8-12 hour intervals post-operative as clinically needed.

e Alphanate is a sterile, lyophilized powder for intravenous injection
after reconstitution, available as 250, 500, 1000, 1500 and
2000 U FVIIl in single dose vials.

---------------------------- CONTRAINDICATIONS

e Patients who have manifested life-threatening immediate hyper-
sensitivity reactions, including anaphylaxis, to the product or its
components.
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e Anaphylaxis and severe hypersensitivity reactions are possible.
Should symptoms occur, treatment with Alphanate should be
discontinued, and emergency treatment should be sought.

e Development of activity-neutralizing antibodies has been detected
in patients receiving FVIII containing products. Development of
alloantibodies to VWF in Type 3 VWD patients has been
occasionally reported in the literature.

e Thromboembolic events may be associated with AHF/VWF
Complex (Human) in VWD patients, especially in the setting of
known risk factors.

e Intravascular hemolysis may be associated with infusion of
massive doses of AHF/VWF Complex (Human).

e Rapid administration of a FVIIl concentrate may result in
vasomotor reactions.

e Plasma products carry a risk of transmitting infectious agents,
such as viruses, and theoretically, the Creutzfeldt-Jakob disease
(CJD) agent, despite steps designed to reduce this risk.

------ V[ E T 11—

The most frequent adverse events reported with Alphanate in > 5%
of patients are respiratory distress, pruritus, rash, urticaria, face
edema, paresthesia, pain, fever, chills, joint pain and fatigue.

To report SUSPECTED ADVERSE REACTIONS, contact Grifols
Biologicals Inc. at 1-888-GRIFOLS (1-888-474-3657) or FDA at
1-800-FDA-1088 or www.fda.gov/medwatch.

e Pregnancy: No human or animal data. Use only if clearly needed.

e Pediatric Use: Hemophilia A - Clinical trials for safety and
effectiveness have not been conducted. VWD - Age had no effect
on PK.

GRIFOLS

Grifols Biologicals Inc.

5555 Valley Boulevard

Los Angeles, CA 90032, U.S.A.
U.S. License No. 1694

3041048-BS
Revised: 06/2014
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ﬂBenele; *

Coagulation Factor IX:
Room Temperature Storage

17+ YEARs-

I LIKE TO STAY ACTIVE.
| HAVE NO PLANS TO
CHANGE THAT.

BeneFix is the most prescribed recombinant factor IX
treatment FDA approved for hemophilia B.

m Demonstrated bleed control in patients with moderate and severe hemophilia B

m Established safety record

m BeneFix Rapid Reconstitution (R2) Kit—designed for patients, by patients—offers

a full range of dosing options

IMPORTANT SAFETY INFORMATION FOR BENEFIX

BeneFix is contraindicated in patients who have manifested
life-threatening, immediate hypersensitivity reactions,
including anaphylaxis, to the product or its components,
including hamster protein.

Call your health care provider right away if your bleeding is
not controlled after using BeneFix.

Allergic reactions may occur with BeneFix. Call your health
care provider or get emergency treatment right away if you
have any of the following symptoms: wheezing, difficulty
breathing, chest tightness, your lips and gums turning blue,
fast heartbeat, facial swelling, faintness, rash or hives.

Your body can make antibodies, called “inhibitors,” which
may interfere with the effectiveness of BeneFix.

If you have risk factors for developing blood clots, such
as a venous catheter through which BeneFix is given by
continuous infusion, BeneFix may increase the risk of
abnormal blood clots. The safety and efficacy of
BeneFix administration by continuous infusion have not
been established.

f

e Some common side effects of BeneFix are nausea,
injection site reaction, injection site pain, headache,
dizziness and rash.

WHAT IS BENEFIX?

BeneFix® Coagulation Factor IX (Recombinant] is 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 or Christmas disease

BeneFixis NOT used to treat hemophilia A.

Please see brief summary of full Prescribing
Information on next page.

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.

*BeneFix was approved February 11, 1997.
TIMS National Prescription data October 2013.

HemMobile helps you keep track of your infusions
and any bleeds you might have.

App Store is a service mark of Apple Inc.
Android and Google Play are trademarks
of Google Inc.

2 Available on th

®« App Store | P> Go
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Your health and well-being is your
main concern—and ours.

CanyonCARE Rx, is a full-service pharmacy
specializing in hemophilia, von Willebrand
disease, and other bleeding disorders.

]

CanyonCARE

1-855-307-6880
canyoncarerx@bloodsystems.org
WWW.canyoncarerx.org

(Pa;nt Notification System

for the p!isma-deriv?d u-:g
recombinant analog industry j

The Patient Notification System is a
free, confidential, 24-hour communica-
tion system providing information on
plasma-derived and recombinant ana-
log therapy withdrawals and recalls.

The system was created to provide con-
sumers with a single, convenient, and
confidential source for up-to-date
withdrawal and recall information.

Please visit us at:
www.patientnotificationsystem.org

to register. You will be
notified automatically of any
recalls or withdrawals.

In Figure 2, Dr. Pipe pre-
sented the outcome of a
study on the prophylactic
use of clotting factor. He
presented data from two
separate years (2011 and
2009) in which the number
of bleeds per year were ba-
sically the same when pa-
tients treated on demand.
The number of bleeds per
year dropped to two (-0
bleeds/mo.) when patients
were treated prophylac-
tically. He noted that in
children, prophylaxis pre-
vents joint bleeding, overall
bleeding and joint disease,
and in adults it prevents
joint and overall bleeding.
He recommended that pa-
tients be started on prophy-
laxis as early as 12 months
to improve and preserve
bleeding control and joint
function. He described pro-
phylaxis regimens in Swe-
den, Germany, the U.S,,
and Italy where higher dos-
age regimens are being ad-
vocated for hemophilia

A (one to three times per
week) and for Hemophilia
B (once or twice per week).

Dr. Pipe presented an ex-
tensive look at the many
biologic products for he-
mophilia in the clinical tri-
al pipeline. Certain hemo-
Ehﬂia A and B products
ave demonstrated signif-
icant half-life extensions.

Now, products from Baxter,
Bayer, Novo-Nordisk, and
Biogen Idec have extend-
ed half-lives 1.3 to 1.5 times
the current half-lives with
no inhibitors, antibodies,
or other adverse reactions.
Hemophilia B products
demonstrated half-lives of
84 to 110 hours, depend-
ing on product used, with
no inhi%itors and no drug-
related adverse events.

[ have provided an abbre-
viated list of trial results:

Y855: FE_Gglated
!F\/H] (Baxter)

Phase I and I1I results (pa-
tients, age 12 to adult)

. Half-life exten-
sion to 1.5 times lon-
ger than Advate

&, Twice weekly dos-
ing vs. on-demand
for 6 months

8. 95% reduction in me-
dian annual bleed rate
(ABR),1.9vs. 41.5

. 96% of bleeds con-
trolled with 1 or
2 infusions

8. No inhibitors, no AB
to PEG, and no al-
lergic reactions

Ns-GFf: Ff_i(:}g‘até(f;
V]I (Novo Nordisk)

Phase III trials (pa-
tients, age 12 to adult)

&, Halflife of 18.4 hours

&, ABR 1.3 (median)
on prophylaxis

BAY o502
F }i(;g!a ted rr\/l ] ]
(Bayer)

Phase [ study (pa-
tients, severe hemophil-
ia A, ages 21 to 58)

&, 19 hours half-life vs. 13
hours for rEVIIL-FS

. No treatmentrelated
adverse events, no in-
hibitors or antibod-
ies directed against
PEG or BAY94-9207

FVIIFe Biogen

Phase I trials (adult men
with severe hemophilia A)

. No serious ad-
verse events, includ-
ing no inhibitors

&, L5-to 1.7-fold lon-
ger half-ife com-
pared to rEVIII

&, Phase IIT trials (pa-

tients, severe hemo-
philia A, age 12+ years)

@

Individualized pro-
phylaxis: 1.6 ABR

On-demand: 33.6 ABR

No inhibitors and
no drug-related seri-
ous adverse events.

%

Glycopegylated X

First human dose tri-
al in hemophilia B (pa-
tients, adult men with
hemophilia B)

&, Halflife of 93 hours,
which is 5 times
that of rFIX

&, Better plasma re-
covery than rFIX

N;? C] F: F E'Cj Yy lated
I
Phase I results (74 sub-
jects following a 12-month
prophylaxis regimen)

&, 40 IU/kg. weekly

. 99% of bleeds treated
with a single infusion

&, Two-thirds report-
ed complete resolu-
tion of target joints

&, Halflife of 110 hours
&, No inhibitors.

FIX:Fe (Biogen Idec),

50 D A Apr roved
On-Demand A S
® . Phase 11 |
| Prophylaxis ase Il results
40
- &, Halflifeof 82.1h
% . Noinhibitors.
Number of 30 Dr. Pipe also mentioned
Bleeds per Year 251 that novel products that
201 are hemo-type agnos-
tic (non-protein thera-
15+ pies) are being investigated
10 to clot blood. So the fu-
ture is looking very bright
é ."v ﬂ 51 for hemophilia products.
Jbia ! b& szi REGISTER 04 ; :
bl el A il SYM Pos IUM N OW Valentino 2011 Collins 2011
www.hemophiliafed.org MARCH 26-28, 2015 | St. Louis, Missouri “Exvapolated from &-month data
\/ Figure 2. Outcome of Prophylaxis G|
24 13
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Ted R Montoga
Hemop%i ia | reatment (_enter

(sets a New Director!

by Cazandra Campos-
MacDonald

The Ted R. Montoya He-
mophilia Treatment Center
has announced Dr. Shir-
ley Abraham as the new
Director of the Hemophil-
ia Program. Dr. Abraham
was born and raised in Ku-
wait. She received her med-
ical school degree in India,
performed her Pediatric
residency in Long Island,
New York and Pediatric
Hematology/Oncology fel-
lowship at Primary Chil-
dren’s Medical Center, Salt
Lake City, Utah. Her hus-
band is also a physician
and they have an 8-year-old
daughter and 4-year-old
son. When Dr. Abraham
has time she enjoys cook-

ing, reading, and painting.

As Dr. Abraham comes in
as the Director of the HTC,
she finds her biggest chal-
lenge to be obtaining all of
the necessary resources un-
der one umbrella that will
provide a comprehensive,
multidisciplinary clinic for
patients. This will include
physical therapy, dental
services, pharmacy, and
various ancillary services.

Dr. Abraham wants to de-
velop a program that will
provide exemplary care as
well as educational and
clinical services to patients
and their families. In the
short term, providing com-
prehensive services for all

patients, encouraging patients
and families to become active-
ly involved in education, and
supporting active participa-
tion in regional activities are
her goals%or the program. Her
future goals include becom-
ing a nationally recognized
HTC that provides state-of-
the-art services with a staff
that will pioneer efforts to im-
rove the care of those in the
Eleeding disorder community.

Congratulations to Dr. Shir-
ley Abraham! The community
is grateful to have a leader for
the program that will cham-
ion the needs of those af-
Fected by bleeding disorders.

Considering physical therapy?

If you are thinking about giving physical therapy a try, the

REBUILD program from BioRx can help.

At REBUILD, our goal is to facilitate successful outcomes through
a customized physical therapy approach in your local community.
\¥/e connect our own physical therapist (who has expertise in
hemophilia) with you, your HTC and/or local physical therapist.

Together we can help you meet your goals.

Find out how REBUILD can help you...

Contact us today!

Call:  844.BIORX.PT (844.246.7978)

R S
EDSY N [Ewy

REBUILD is a program of

Email: rebuild@biorx.com

Your physical therapy connection

B

www.biorxhemophilia.com

REBUILD and BioRx will be in New Mexico March 13 & 14, 2015. Be on the lookout for a mailer from Sangre de Oro!
14
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James [Hamilton
Mcmorial
Scholarship Mund

In order to be considered, the applicant must provide evi-
dence of the following by submitting pertinent copies of per-
sonal records to the scholarship committee chair or designee.

Scholarship [ ligibility Criteria

&0, Be a person with hemophilia
. Be a New Mexico resident
&, Bea U.S. citizen or an eligible non-citizen

Other Requirements

&, Provide a valid social security number
&, Provide proof of application for student aid (FASFA)

0. Demonstrate financial need, as evi-
denced by the FASFA form

&, Provide evidence of application to two addi-
tional sources of financial aid assistance

Provide a copy of a high school diploma or GED

Provide evidence of enrollment or acceptance for en-
rollment as a regular student working toward a de-
gree or certificate in an eligible program

&, Submit completed scholarship applica-
tion form to Sangre de Oro, Inc.

8. Submit a letter of reference from someone, oth-
er than a family member, who knows you

&, Have a personal interview by the schol-
arship committee or chairperson

&0, Must meet deadline for semester of request

SC}‘no]arshi Rencwa] chuiremcnts

&, Provide evidence of satisfactory academic prog-
ress by maintaining a minimum 2.5 GPA out of a
possible 4.0 to be considered for scholarship re-
newal. Official transcript showing final, current
grades must be submitted when requesting a re-
newal of this scholarship. If your GPA falls below
a 2.5, you can reapply the following semester!

Application Deadlines

Fall semester deadline: August 1*
Spring semester deadline: December 1%

NI s 6% Annual Meetin

]s that OK’? Ethical
Dilemmas in QOur
Communitg bg the

" thics Advisorg

(_ommittee

The hemophilia communi-
ty has unique ethical situ-
ations that need to be ex-
amined for the good of all
the community. NHF has
a multi-disciplinary Ethics
Advisory Commitee (also
known as the ethics work-
ing group [EWG]) that re-
views and examines situa-
tions, problems, and issues
that affect the entire com-
munity. The EWG con-
sists of a nurse, two doc-
tors, a philosophy and
ethics professor, and a par-
ent from the community.

These individuals are vol-
unteers (typically service
2- or 3-year terms). They
hold monthly meetings by
phone and meet in per-
son bi-annually. They re-
view cases regarding ethi-
cal behavior by the medical,
pharmaceutical, and home
care professions that im-
pact our community.

A couple of examples
of this are:

&, History of contam-
inated products

&, Industry volunteers at
camp who have access
to minor information.

So why have an EWG?

&, 1998: a problem
was identified

&, 2002: a group
was formed to re-
view the problem

&, 2008: a committee was
formed to address eth-
ical concerns over a
longer period of time

&, 2014: a perma-
nent group was
formed at NHF

So what is ethics? Itis the

moral correctness of con-
duct. A guideline or rule
that helps you determine
right from wrong and in-
fluences your behavior.

Review of a situation
starts off with a cou-
ple of questions:

1. What is the good?

2. What should I do? vs.
Who should T be?

They use an Ethical De-

cision Making Process

with the following steps:

1. Clarify the ethi-
cal situation
2. Identify all stakehold-
ers and their values
3. Investigate and un-
derstand the circum-
stances regarding
the ethica%conﬂict
4. Discuss all per-
spectives.
At this point, you may have
to return to step 1 to re-
fine and pinpoint the ethi-
cal situation more clearly.

1. Identify the best rec-
ommendations
2. Share by mak-
ing recommenda-
tion statements
3. Measure behavior
changes over time
They presented the follow-
ing three cases as examples
to discuss. These were actu-
al situations that the EWG
was asked to consider:

1. A physician pre-
scribes cryoprecipi-
tate rather than EE -
tor for an operation.

2. Anadult homecare re-
prentative initiates con-
tact with a minor who
has hemophilia without
parental permission.

3. Ahomecare representa-
tive wishes to be on lo-
cal bleeding disorders
board of directors. é
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&, Thursday, August 13
Platinum Pre-
view Lounge 1:00
p-m.—4:00 p.m.
&, Exhibit Hall Recep-
tion Opening 6:30
p-m.—9:30 p.m.
Friday, August 14
9:00 a.m.—6:00 p.m.

Saturday, August 15
8:30 am.~L1:00 p.m.

g B

Rooms are available at the
Gaylord Texan Resort &
Convention Center Hotel.

NHF room rates are $184.00
single/double, including a
$15 mandatory resort fee,
and are subject to appli-
cable taxes. Resort Ifjee in-
cludes: wired and wireless
high- speed internet ac-

‘ Spring_2015_NewCC.indd 15
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cess in guest rooms; two
bottles of water per day

in guest rooms; local tele-
phone calls; discounted
shuttle bus to designat-

ed locations; admission to
two to Glass Cactus night-
club (21+ only; restric-
tions apply); admission

to Paradise Springs wa-
ter park (four per standard
room and six per suite).

Please note rooms are lim-
ited. The deadline for the
NHEF rate at the Gaylord
Texan Resort & Conven-
tion Center Hotel, locat-

ed at 1501 Gaylord Trail,
Grapevine, TX, is Friday,
July 10, 2015 based on avail-
ability. To reserve a room,
please call: 877.491.5138
and mention NHF’s 67th
Annual Meeting or vis-
it: https:/resweb.passkey.
com/go/NHFACAttendg

Please note re

for room blocks of 5 or more
rooms are subject to NHF
approval. In an effort to ac-
commodate all consumer
hotel needs, NHF is grate-
ful to the Annual Meeting
sponsors and exhibitors for
housing their staff off site.

The hotel is wheelchair ac-
cessible. We have reserved
handicap-accessible rooms
on a first-come, first-serve
basis. If you require a spe-
cial room or have any other
special needs, you must call
tEe hotel directly. The ho-
tel does not provide wheel-
chairs. Annual Meeting
participants who need to
rent wheelchairs or other’
equipment should note thi
in the special needs sec- 1=
n of istrati fOI‘%Tﬂ
L

L

and submit it on or be-
fore Monday, July 6, 2015.

NHF has advised the local
hemophilia treatment cen-
ter (HTC) of our group’s
arrival to help facilitate
any emergency treatment
that may be necessary.

Sharps containers: NHF
will not provide sharps
containers during the
Annual Meeting,

Refrigerators: the ho-

tels will make every ef-

fort to provide refrigera-
tors to Eotel guests who
require them for medi-

cine storage. You must re-
quest a re%rigerator through
the hotel when making =~

your er(gn reservations. |

I~ ver l Love 50mconc with

Hemophilia Car Shogv!

::::::

Continued on Page 21.
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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 about programs in
New Mexico, call

Edmund Merino ot 866.665.1121

© 2014 Accredo Health Group, Inc. | An Express Scripts Company | All Rights Reserved
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Did you know that SDO has more than
one form of assistance? If you need fi-
nancial assistance to get yourself or your
child to a medical appointment, our Con-
sumer Assistance Program(CAP) can
assist you with meals, hotel, or fuel.

If you need assistance to attend an
SDO event, you can likely get support
from our Communications and Out-
reach fund. This fund can assist with
travel funds, such as fuel and hotel.

If you would like to know more about ei-
ther of these programs, please contact us
at 505.341.9321 or sdo@sangredeoro.org.

accredo

Specialty Pharmacy
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By Jose Duran,
Camp Executive

Another great sum-
mer of camp is al-
most here, and our
camp commit-

tee and the won-
derful team at

S

A

O/

Executive Board
Members
Lori Long, President

Jose Duran, Vice
President

Sophia Minhas,
Secretary

Eric Marquez, Treasurer

Board Members
Johanna Chappelle
Maria Chavez

Robert Farias

Jessica Hernandez

If you are interested in

Camp Sangre Valiente are
very excited to welcome the
kids back to what we think
is going to be a great year!
As we eagerly prepare for
this year’s camp, we want
to remind our families
what our camp is all about.

Camp is the place where
your children will not only
have tons of fun but also
gain a great educational ex-
perience. Our goal is for
the kids to become com-
fortable with their bleeding
disorder and become inde-
pendent while enjoying the
company of friends and sib-
lings. Our friends from the
HTC will be at camp to en-
sure that your children are
in a safe and healthy en-
vironment while they are
enjoying the great activi-
ties our camp has to offer!

SDO is providing camp free
to kids Eetween the ages
of 7 and 17 with a bleed-
ing disorder, their siblings,
and children of an affect-
ed parent (including car-
riers). Campers ages 13 to
17 are put in the Leaders in
Training (LIT) program
where they present-
ed with different

—_—

participating on the board,
please call 505/341-9321 or

challenges and are encour-
aged to take charge of their
care and the responsibili-
ties that come along with it.

Camp has something to of

fer everyone, including ac- \
tivities like horseback rid- ¢
ing, archery, sports, and
the popular waterslide. Al-
though it’s hard to fit every-
thing we do in a week, your
camper will never be bored!

YOU MUST REGIS-
TER YOUR CHILD)
BY 1 MAY 2015! |

If you have any questions
or concerns please feel free
to reach out to Jose Du- -
ran at sdo@sangredeoro.org
or 505.341.9321. Thereawill
be plenty of camp dinness,.
where you can register your-
child. If you are not going
to a camp dinner and want
to get your child registered,
Elease contact the SDO of
ice at sdo@sangre .
or 505.341-9321 and
send you a camp registr.
tion packed either by mail
or email. Please remember
that each child has to be
registered to attend camp.
We are so excited-and._

can’t wait to see everyone!

e-mail sdo@sangredeoro.org.
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Dear Communitg,

We have had another mo-
mentous year, haven't we?

We lost Ute Fennicks,
our blood sister. We
will miss her, and may
she rest in peace.

We have also had some tri-
umphs. We had our sec-
onc%j Hemophilia Walk with
about 300 people attend-
ing. We raised more than
$25,000! I hope you all plan
to sign up and walk again.
It was so fun (page 1)! Also,
if any of you know folks
who own businesses, we do
have sponsorship levels for
business that allow them
some marketing opportu-
nities. Please contact us at
nmwalk@sangredeoro.org
if you can help us out there.

We just about doubled
the number of communi-
ty members attending our
education weekend again
this past October! It was
a fun weekend. My favor-
ite session was the Blood
Sisterhood session. It was
so fun to enjoy some girl
time! This year’s educa-
tion weekend will be Oc-
tober 16-18 at Embassy
Suites in Albuquerque. I
hope I see you all there!

Directly after our educa-
tion weekend, we had our
first annual I Love Some-
one with Hemophilia Car
Show. It was FANTAS-
TIC! Please see the pho-
tos on pages 15 and 21.

Jose Guillen has stepped
down as Vice President
and rolled off the board,
and Jose Duran has taken
his place. I want to send a
special thanks out to Jose,
who has worked tirelessly
for SDO for more than a de-
cade. His service will con-
tinue because he is still
chairing our Policies and
Procedures committee and
our Governance commit-
tee. We also welcome So-
phia Minhas as board
secretary and Jessica Her-
nandez and Maria Chavez

as new board members.

We got office space! Watch
for events being held at our
new digs, and if you have
an event in mind, please
e-mail me! I will do my
best to make it happen!

We do have a number of
events planned for 2015,
so please check out the
calendar on page 4.

We have hired staffl Rose-
annette Lopez joins us as
Executive Assistant with
plans to develop into our
Executive Director. Wel-
come, Roseannette!

We are sending a New
Mexico contingent to

Washington Days this year:

Alfonso Jaramillo, Rose-
annette Lopez, and Sha-
leigh Henry will all at-
tend to represent us on
Capitol Hill. Thanks

for your support!

In addition to continu-
Ing our current servic-
es, we have the follow-
ing goals for 2015:

&, Additional pro-
gramming, espe-
cially for adults, in-
cluding parents

&, Continuing to strive
toward more local
funding and less in-
dustry funding

. Hiring an addition-
al statf person to sup-
port Roseannette

&, Completing our up-
dated policies and pro-
cedures on all fronts

&, Starting a scholar-
ship fund that is for
all of us with bleed-

ing disorders.

We have events planned
for the blood sisters! I am
still working on fund-

ing for women’s retreat,
but the next event is on 21
March at 11:30 am. We'lll
have a bit of program-
ming, some lunch, and do
our nails with Jamber-

ry nail products. Come on
out for some GIRL TIME!

Last, but not least, we
have become a Blood
Brotherhood site! Watch
the calendar on the

web site for events!

I hope you are all hav-
ing a wonderful 2015 so
far. T hope I see you in
April at the Walk or at
an event before then!

Land Softly,
Lori Long, President
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(o to www.hemophilia.orgj to aPPlEj

for a scholarship to attend the 67t
NHF Annual Mecting in ])a”asj
TX, Augusti 3—15. Scholarships

& 1 . .
are o{'mccred to Flrsbtlme attendees

’ 1 .
'\and some otl‘wcrs,)) and this is a great

conference. Hj you haven’t at’cenclecl,

Flcase applfj!



