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By Your Walk Committee 

Greetings, men, women, and 
children of the New Mexi-

co bleeding disorders commu-
nity! Have you/your children ever 

been to Camp Sangre Valiente, our 
summer camp? I sure hope so. Have 

you and your family attended our Pa-
tient and Family Education Week-
end or maybe an advocacy event? I 
think maybe I saw you there. Well, all 
these programs take a lot of time, ef-
fort, and money to put together. That’s 
why your chapter, Sangre De Oro, Inc. 
(SDO) participates in the NHF He-

mophilia Walk, to raise money and 
awareness for these programs.

This year’s hemophilia walk 
will take place on April 16 

at Balloon Fiesta Park in 
Albuquerque! We will 

have a Mardi Gras 
theme. This is the 
day that we ask all 
of our communi-
ty and our family 
members to come 
out and support 
the bleeding dis-
orders communi-
ty of New Mex-

ico. Not only do 
we want you to be 

there that day, but 
we want you to help us 

raise money and aware-
ness along the way. Those 

of you who have had walk 
teams in the past, know 

what it’s like. Any of you that 
haven’t had a team before, it’s 
time you joined up with one, 

or started one yourself. It’s 
easy! Just go to www.

walk.Hemophilia.org/
Albuquerque. There, 

all of the information you 
need to sign your team up 
on-line. Don’t forget to tag 
all your family members or 
send them e-mails so they 
can sign up and join your 
team too. This will be a lot 
of fun for you and your fam-
ily and all of your friends.

This year’s walk will be 
followed by the 2016 He-
mophilia Walk Car Show. 
We will have tons of cars, 
trucks, and motorcycles on 
display. There will also be 
celebrities, fun activities 
(such as a dunk tank), and 
plenty of food. So make 
plans to have a full day of 
fun, and have your friends 
who couldn’t make the 
walk join you for a taco 
and soda at the car show!

Just a Reminder! 

The 2016 Hemophilia 
Walk and Car Show

Saturday, April 16, 2016
Balloon Fiesta Park
Check-in begins at 

The 2016 Hemophilia 
Walk and Car Show!

9:00 a.m., and the
Walk begins at 10:00 a.m.
Distance: 1-mile fun walk

Your Walk Committee

Maria Chavez, 
Walk Co-Chair

Felix Garcia, Walk 
Co-Chair

Carnie Abajian

Steve Calderon

Lori Long

Sophia Minhas

Gary Pennington

Sangre
de Oro,

Inc.
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Birds
by Roseannette Lopez

What does it take to create 
a tradition? I wondered 
this as I was taking my 
second trip to the Bosque 
De Apache with Heddy 
Long. The question seemed 
logical because that was 
the theme of my thought 
process with the holidays 
approaching.  I wondered 
this as we as we pulled 
into the little gift shop and 
purchased a follow-along 
DVD. We stopped to see the 
bird count for the season. 
That’s when I realized 
that this experience was 
more than just a “bird trip.” 
There were nearly 20,000 
ducks, 2,000 cranes, and 
3,000 geese at the refuge. 
The magic of these birds hit 
me and gratitude of 
nature overwhelmed 
me. I went back to 
asking, “How do 
we become part 
of someone else’s 
tradition?” I wondered 
this as we started on 
the road to circle the 
bird refuge. That is 
when the man on the 
audio tape explained 
that the refuge 

planned the feeding of all 
the birds for the entire year 
based on what they ate and 
their age. I was amazed at 
the detailed planning that 
it took to take care of these 
birds. As we followed the 
instructed direction to the 
next spot with a cluster of 
cranes the magic of bird 
watching reignited. I sat 
there taking in the moment. 
The birds danced around 
in a ceremony, hopping and 

never seen so many birds 
in one area. The beauty of 
the birds was enhanced 
when I looked over at the 
beautiful Heddy, widow of 
Dick Long, a man 
with Hemophilia 
B, the smile on her 

face and excitement in her 
eyes made the experience 
of bird watching mystical.

PERSONALIZED CARE AT HOME FOR  
FACTOR X DEFICIENCY

FOR MORE INFORMATION

CALL: Matthew Flores 888.772.4679
OR 866.44.BIORX (866.442.4679)
VISIT: factor10action.com

Copyright © 2016 by Diplomat Pharmacy Inc. Diplomat and BioRx are registered trademarks of Diplomat Pharmacy Inc. 
All rights reserved. BIORX-003509-0116

BIORX OFFERS:
• Home delivery of Coagadex® 

    (Factor X Concentrate [Human])
• Specially trained home infusion
  nurses
• Individualized care plans
• Factor X disease education, 
  training and resources
• Insurance and reimbursement 
  coordination
• Clinical support 24/7
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Calendar of Events
February
25–27 Washington Days

March   
 National Bleeding Disorder Awareness Month 
3 Camp Dinner (Hobbs)
11 Camp Dinner (Albuquerque)
19 Blood Sisterhood Event (St. James Tea Room, 1:30 p.m.)

31–April 1 HFA Symposium in Las Vegas, NV  

April 
8 Camp Dinner (Albuquerque)
9 Infusion Camp (Albuquerque)
11–14 NHF Leadership Training, New Orleans, LA
15–18 Inhibitor Family Camp at The Painted Turtle, Lake Hughes, CA
16 The 4th Annual Hemophilia Walk of New Mexico, Balloon Fiesta Park
17 World Hemophilia Day
22 Camp Dinner (Santa Rosa)
23 Camp Dinner (Clovis)
24–25 MSHN Regional Meeting in Scottsdale, AZ

May

6 Camp Dinner (Grants)
7 Camp Dinner (Albuquerque)
10 Camp Dinner (Taos) (Tentative)

June 
13 New Mexico Hemophilia Awareness Day 
27–July2 Camp Sangre Valiente in Capitan, NM

July
TBD Inhibitor Summit, Location TBD
TBD Inhibitor Summit, Location TBD

16 Blood Brotherhood Event
21–26 NHF Annual Meeting/WHF, Orlando, FL
23 Blood Sisterhood Event

August 
6 Caliente Classic Golf Tournament

September
TBD Blood Brotherhood Event 
TBD Board Meeting (location TBD)

October
7–10 Inhibitor Camp at Victory Junction, Randleman, NC
21–24 Patient and Family Educational Weekend (Tentative, Location TBD) 

November

TBD Blood Sisterhood Event

December
3 Holiday Event (Tentative)
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Getting in the Game

Get 
in the Game!

By Joe MacDonald

My youngest son com-
peted in a golf tourna-
ment the weekend of Oc-
tober 23rd-25th.  It was 
sponsored by C.S.L. Beh-

ring in Phoenix, Ari-
zona.  They did a 

wonderful job 
hosting 

the 

-
ties started with a pa-
rade of the 106 athletes 
competing in the compe-
tition.  I did not tell my 
son where I was sitting in 
the room.  Immediately, 
he looked around trying 

presence was that impor-
tant.  He didn’t rest until 
we made eye contact.  He 
stood in front of the room 

event, 
which 
was dedi-
cated to the 
bleeding disor-
ders community.  
Kids of all ages from 
all over the country 
were invited to attend.  
Each evening ended with 
a dinner and reception 
highlighting the achieve-
ments of the day.  When 
all was said and done, my 
son won a special award 

closest to the hole!  Pret-
ty good considering that 
he had never played golf 
before this weekend.

of their way to make the 
event special and unique 
to each participant.  I 
made new friends with 
fathers from around the 
country, each of us share 
a common story of what 
it is like doing the best 
that we can to empow-
er our children.  All of us 
came to the event with 
a mutual reason, to give 
our kids space to dream.

with complete securi-
ty and pride.  His dad-
dy was there to witness 
all that would unfold.

I couldn’t help but leave 
the weekend with a feel-
ing of gratitude.  The 
C.S.L. Reps and profes-
sional players went out 

I highly recommend this 
event to anyone in the 
community.  Take the 
challenge to learn, com-
pete, and have a good 
time.  You will be glad to 
take the time to spend 
with your child.  It is tru-
ly a life changing expe-
rience.  Go ahead, I dare 
you.  Get in the game!

5



6

By Sophia Minhas 

I ask myself, “Who was I? 
Who am I? And who will I 
be?” I was Faiza, born and 
raised in Lahore, Pakistan. I 
lived with a joint family: my 
mom, dad, brothers (Asad, 
Haider, and Fahad), and sis-
ters (Ayesha, Aleena, and 
Alizay), Uncle Layaqat, his 
wife Nasreen, second wife 
Uzma and their daughter Ma-
nahil. Uncle Aslam, Aun-
tie Saeeda, and her son Ba-
dar, and Auntie Naseem. Life 
wasn’t easy in Pakistan. I had 
learned that lesson at the age 
of 11 when I saw my father 
suffer from multiple health 
conditions, money worries, 
and stress. He was sick for 3 
years before his body com-
pletely gave up and he passed 
away in December of 2003. 

A few weeks after losing my 
father I found out two of my 
brothers might be getting ad-
opted by my Uncle Shaan, Sr. 
and Aunt Colleen (and their 
kids Shaan, Jr., Kaitlin, and 
Megan). Then I heard that my 
sister and I would be going 
also. All four of us were ad-
opted by my uncle and aunt 
who became our mom and dad 
in July 2004 and we all four 
of us moved to Dallas, Tex-
as to become part of the fam-
ily. I remember going to W. T. 
White High School and peo-
ple having hard time saying 
our names properly. So then 
we talked to our parents and 
they suggested changing our 
names to ones that will work 
in both Urdu and English. It 
was a tough decision but we 
all changed our names: Rayn 
(Asad), Adam (Haider), Jas-
mine (Alizay), Sophia (Faiza). 

Sophie’s World

After being in the USA for 
a year, Rayn was diagnosed 
with a genetic bleeding dis-
order called Factor VII de-

-

tested Adam, Jasmine, and 
me for it also. Jasmine’s and 
Adam’s levels were border-
line for the bleeding disorder, 
and I was mild. That was the 
last time time I really thought 
much about bleeding disor-
ders, though I remembered 
to carry bandages with me in 
case of an emergency. As time 
passed, I became more inter-
ested in knowing how this 
condition would affect me in 
the long run. That was when I 
reconnected with SDO almost 
4 years ago. I knew about SDO 
from getting newsletters and 
event invitations, and I was 

So I contacted SDO and spoke 
to Loretta who mentioned the 
camp for kids. She invited me 
to a camp dinner. My family 
and I attended the dinner and 
listened to people talk about 
how wonderful the camp is. 
Seeing pictures and video sold 
the older two kids and had 
them super excited about go-

I’m the one with bleeding dis-
order. How is this camp going 
to help me?” But now, when 
reminding them to be care-
ful about my bleeding epi-
sodes, they understood what’s 
happening and why. So I am 
thankful that they went. SDO 
has provided me and family 
with knowledge, skills, con-

-
lief that I matter. Before SDO, 
I didn’t know much about my 

bleeding disorder. all I knew 
was no ibuprofen or Aleve 
for me. But with the educa-
tion and multiple opportuni-
ties to learn more about hemo-
philia, I now can say I know 
what Factor VII hemophilia 
is and how I should treat it. I 

treatment, aware of my bleeds, 
and not afraid to ask for help 
if I’m in need. SDO 
also helped my 
family and myself 

when I was unable 
to take care of us. 
I am thankful for 
what my curiosi-
ty gave me: a fam-
ily I never knew 
anything about. 
Thanks to all 
the support from 
SDO, I am a 
proud to be a 

hemophiliac!—A hemophili-
ac whose curiosity led her to 
be a Secretary of SDO and to 
volunteer any chance I get. I 
became an HFA board mem-

ber this year, joined theCul-
tural Diversity Working 
Group through NHF, and was 
asked to be the NM Ambas-
sador for the Women’s Bleed-
ing Disorder Coalition.

I know after 
searching for my 
identity so long 
that I’m a mom, 
daughter, friend, 
sister, and hemo-
philiac, and in plain 
words, I’m Sophie. 
And this is my cra-
zy long adventure 
in a short story.

  

gg
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2015 Patient and Family Education Weekend                
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by Claudia MacKaron

We have had some chang-
es at the HTC. Here 
is our new team!

Dr. Shirley 
Abraham
Dr. Abraham was born and 
raised in Kuwait. She re-
ceived her medical school 
degree in India; did her pe-
diatric residency in Long Is-
land, New York; and did her 
pediatric hematology/oncol-
ogy fellowship at Primary 
Children’s Medical Center, 
Salt Lake City, Utah.  Her 
husband is also a physician, 
and they have a 9-year-old 
daughter and a 5-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, 

-
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 the pa-
tients and their families.  In 
the short term, comprehen-
sive services for all patients, 
active involvement in edu-
cation for patients and fam-
ilies, and active participa-
tion in regional activities 
are goals for the program.  
Her future goals include be-
coming a nationally recog-

nized HTC that provides 
state-of-the-art services 
with a staff that will pio-
neer efforts to improve the 
care of those in the bleed-
ing disorders community.

Claudia MacKaron
I have been a nurse for over 
20 years, primarily prac-
ticing in the acute care and 
oncology setting within 
the pediatric department 
at UNMH. Six years ago I 
was given the opportunity 
to move into hematology by 
working with the HTC at 
UNMH. Since then I have 
been assigned to be the 
Nurse Coordinator at the 
HTC. It has been a great 
pleasure to work at the 
HTC, learning daily about 
the world of bleeding dis-
orders and getting to know 
the patients and their won-
derful families. I have an 
admiration for the commu-
nity and all their courage 
in facing their trials daily. 
I have a passion for teach-
ing and helping others to 
have a better quality of life. 
My own passions are my 
family (my eight grandchil-
dren), my dogs, and horses. 
I love to travel and explore 
new worlds and foods. Ex-
perience life to the fullest.

Yolanda Vinajeras
I am Yolanda Vinajeras, 
the supervising Sr. Social 
Worker in the Hematology/
Oncology Program. I hold 
a master’s degree in Social 
Work and have been with 
the program for the past 25 
years. I have enjoyed get-
ting to know the hemophil-

ia community and enjoy 
working with the pediatric 
patients and their siblings 
in the camp environment. 

My case manager, Brad-
ley Knopp, is hard at work 
identifying resources of-
fered by the various phar-
maceutical companies 
for the adult and pediat-
ric community. The social 
work component is an in-
tegral part of the HTC and 
works closely with the 
nurses and the physicians.

Bradley Knopp
My name is Bradley Knopp. 
I am the Pediatric Hematol-
ogy/Oncology Case Man-
ager at UNM Children’s 
Hospital. I provide pa-
tients with comprehensive 
case management servic-
es, including intake assess-

goal setting, long-term care 
plan development, progress 

tenant education, advocacy, 
and referrals. I work closely 
with SDO in supplying help 
with resources if needed.

Kristel Wintheiser
I have been the Nurse Man-
ager for the Pediatric He-
matology/Oncology Divi-
sion at UNMH for more 
than 3 years. You may have 
already talked with me on 
the phones at the HTC or 
seen me in clinic as I cover 
as needed for our hematolo-
gy nurses, Valerie and Clau-
dia. I have attended NHF 
several times along with 
Partners in Bleeding in my 
journey of understand-
ing the community and the 

HTC appointments and 
nurse line for adult and 
pediatric patients: 
505-272-4461 
Ask for the hematology 
nurse (Valerie, 
Janet, or Claudia)
Adult and pediatric 
patients after hours 
(5 p.m.–8 a.m.): 
505-272-2111 
Hospital operator, ask 
for adult or pediatric  
hematologist
Adult pain medication 

505-925-0290
Cancer Center (adults): 
505-272-4946
It is best to call the 
HTC nurses, and they 
can help you out.

Ted R. Montoya Hemophilia 
Treatment Center

HTC Contacts

disease process. I graduat-
ed with my Bachelors de-
gree in nursing over 22 
years ago from Texas Wom-
en’s University in Dallas.

I love spending time with 
my family of 8 and trav-
eling around the world.

Valerie Lowe
I have been a nurse for 16 
years and have worked with 
the HTC since October 
2015. Prior to joining the 
HTC, I worked in the New-
born ICU and Pediatric 
Clinic. I received my Mas-
ters of Science in Nursing 
with an emphasis in nurs-
ing education. I love being 
a nurse and I am excited to 
be a part of the HTC med-
ical team. In my free time, 
I love to spend time with 
family, read, and travel!

Milena Archuleta
I received a Bachelors of 
Science in Nursing from 
UNM in 2006. Upon 
graduation, I worked at 
UNMH’s department 
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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.
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Twice the factor*

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.

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,1-4 so patients may require:

 • Less volume

 • Less time

 • Fewer syringes

Isn’t it time you tried ALPHANATE?

Learn more at  
alphanate.com

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

www.grifols.com

For more information: Grifols Biologicals Inc.  
Tel. 888-GRIFOLS (888-474-3657)

*
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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:

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

• 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.

----------------------DOSAGE AND ADMINISTRATION --------------------

For Intravenous use only.

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

Hemophilia A: Control and prevention of bleeding episodes

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

• 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

• 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.

• 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.

--------------------DOSAGE FORMS AND STRENGTHS ------------------

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

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

• Patients who have manifested life-threatening immediate hyper-
sensitivity reactions, including anaphylaxis, to the product or its
components.

----------------------WARNINGS AND PRECAUTIONS --------------------

• 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 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.

----------------------------ADVERSE REACTIONS---------------------------

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.

---------------------USE IN SPECIFIC POPULATIONS --------------------

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

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

Grifols Biologicals Inc.
5555 Valley Boulevard
Los Angeles, CA 90032, U.S.A. 3041048-BS
U.S. License No. 1694 Revised: 06/2014
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2016 Walk Call to Action Dinner
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Researchers Make Gene Therapy Breakthrough 
in Dogs with Factor VII Deficiency

In a recently published paper in the journal Blood, a team of 
researchers from the University of North Carolina (UNC) 
and The Children’s Hospital of Philadelphia (CHOP) re-
ported the successful application of gene therapy in dogs 

-
-

cy of a novel therapy in large animal studies is a stan-
dard precursor to eventual clinical trials in humans.

-
dence of 1 in 300,000 to 500,000, as both parents need to 
carry the gene in order to pass it on to their children. The 
condition, which affects men and women equally, is char-
acterized by inadequate production of the FVII clot-

six months of life after sustaining an intracranial hemor-
rhage or bleeding in the gastrointestinal tract. People with 

joint and muscle bleeds, easy bruising and bleeds after sur-
gery. Bleeding can also occur in the skin, mouth, nose and 
genitourinary tract, while women often experience se-
vere menorrhagia (prolonged, heavy periods). The prima-

Using AAV-Mediated Expression of Zymogen FVII,” was 
published in the February 4, 2016 issue of Blood. The senior 
investigator was Paris Margaritis, D.Phil., head research-
er at CHOP and Penn’s Perelman School of Medicine. Lead-
ing the UNC team was Tim Nichols, MD, professor of med-
icine and pathology at the UNC School of Medicine.  
For the study, Margaritis cloned the canine factor VII 
gene and enclosed that genetic material inside adeno-as-

sociated viruses (AAVs). These viruses act as delivery ve-
hicles, or vectors, to carry the genetic material into living 
cells to sustain therapeutic effect without causing dis-

case, the AAVs are designed to elicit the production of the 
FVII. Nichols and his colleagues then treated four FVII de-

-
tering different amounts of AAVs in each of the animals. 
They found that the amount of factor VII generated was di-
rectly proportional to the amount of AAVs given to the in-
dividual dogs. Nichols’s team also monitored the dogs’ 
progress over a period of three years and found that they 

-
tic – this is particularly encouraging for investigators as 
the amount of FVII necessary to achieve a sustained thera-
peutic effect in dogs correlates closely to that for humans. 
“This work is very exciting and promising,” said Nich-

-
apy infusions very well and have had no adverse side ef-
fects over several years of follow up. In other related studies 

-
ings have translated to people with hemophilia B.”  
In addition, blood, kidney and liver function tests all 
showed that therapy was safe and did not trigger an un-
wanted immune response. The next step will be to con-
duct clinical trials in humans. “The table is now set to 
propose clinical trials that would treat people who suf-

Source: UNC Health Care news release dated January 20, 2016.

of Cardiothoracic Sub-
Acute Care for 6 years. I 
completed my Masters of 
Business Administration 
in 2010 from New Mexico 
Highlands University 
and Masters of Science in 
Nursing from the UNM 
in 2012. My background 
as a nurse practitioner 
has been in primary care 
and internal medicine. As 
a primary care provider, 
I worked with an 
underserved population 
in New Mexico in a 
federally funded health 
care clinic where I was also 
a member of the National 

Health Service Corp. I was 
fortunate to return to UNM 
in September 2015 with the 
department of Pediatric 
Hematology/Oncology, 
working with the HTC.

Genevieve 
Maldonado
I have been a Medical As-
sistant for about 9 years 

-
en’s health for 5 years and 
then moved to the UNMH 
Pediatric clinic 3 years 
ago. I fell in love with pe-
diatrics and I knew it was 
something that I want-
ed to do for a long time. 

When opportunity came 
knocking, I took a posi-

-
sistant for the Hematolo-
gy/Oncology Department. 
I have been working with 
the HTC for about a year 
now, and I love it. I have 
learned so much by being 
part of a wonderful team. 
That is why I am continu-
ing my education to become 
a nurse hopefully for Pedi-
atric Hematology/Oncol-
ogy team here at UNMH. 

Janet Ratte
I am a nurse with more 
than 25 years of experi-

Ted R. Montoya Hemophilia Treatment Center
ence, 20 of which have 
been in the pediatric NBI-
CU at UNMH. I have many 
years of experience work-
ing with the critical care 
neonatal patients and their 
families, teaching and co-
ordinating their care. I love 
to teach, nurture, and care 
for my patients and fami-
lies. In the coming months, 
I hope to meet you at com-
munity events and get to 
know the bleeding disor-
ders community better.
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2nd Annual I Love Someone with 
Hemophilia Car Show!
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MORE 2016 Patient and Family Education Weekend                
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2016 Walk Call to Action Dinner
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Executive Board 
Members
Jessica Hernandez, 
President

Jose Duran, Vice 
President 1

Eric Marquez, Vice 
President 2

Sophia Minhas, Secretary

Carnie Abajian, Treasurer

Lori Long, Past President 
(Non-Voting)

Johanna Chappelle, Past 
President (Non-Voting)

Board Members

Maria Chavez

Gary Louis DeSoto

Gary Pennington

Carlos Sanchez

If you are interested in participating 
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Dear Community, 
Well, my term as your pres-
ident is over, and I hope 
you have been pleased with 
the direction in which I’ve 
moved SDO. It has been 
a humbling learning ex-
perience, and I feel more 
a part of the SDO fam-
ily than ever before.
I have had good moments 
and bad moments. Seeing 
my blood brothers in those 

heart with joy! But saying 
good-bye to Loretta Cordo-
va and Ute Fennicks broke 
it. Watching my blood sis-
ters support each other out 

it with joy again. Watch-
ing the kids come back 

and ridiculously happy…
well, that’s priceless.
You won’t miss me because 
I’ll still be around. I’m still 
doing the newsletter. I’m 
still on the Walk Commit-
tee. And I will be chair-
ing the Governance Com-
mittee. Of course, I will 
still plan education week-
end for you. I’m hoping 
we can head north to Buf-
falo Thunder this year!
I am very impressed with 
our new board. They are go-
ing to do great things for 

low-down on them in case 
you don’t know them yet.

Your new President: 
Jessica Hernandez 
(who prefers to be called 
Jess or Jessie). 

Jess is not affected by a 
bleeding disorder (though 
she does have a cous-
in with hemophilia). She 
is a local business own-
er who has supported our 
Caliente Classic golf fun-
draiser for many years. 
She joined our board at 
the beginning of 2015. Her 
leadership is fantastic, and 
she has shown herself to 
be smart, level-headed, 

13th Annual 
Camp  Sangre Valiente
By Roseannette Lopez, 
Camp Director

Camp Sangre Va-
liente 2016 will 
be held June 27th 
through July 2nd!

Another great 
summer of camp 

is almost here, and our 
camp committee and the 
wonderful team at Camp 
Sangre Valiente are very ex-
cited to welcome the kids 
back to what we think is 
going to be a great year! 
This year’s theme is Star 
Wars so remember to bring 
anything you have that 
has Star Wars on it. As we 
eagerly prepare for this 
year’s camp, we want to re-
mind 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 comfortable 
with their bleeding disor-
der and become indepen-
dent 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 between the ages of 

7 and 17 with a bleed-
ing disorder, their 

siblings, and 
children of 

an af-

fected parent (including 
carriers). Campers ages 13 
to 17 are put in the Lead-
ers in Training (LIT) pro-
gram where they are pre-
sented with different 
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-

-
thing we do in a week, your 
camper will never be bored!
YOU MUST REGIS-
TER YOUR CHILD 
BY 20 MAY 2016!
If you have any questions 
or concerns please feel free 
to reach out to Rose Lopez 
at rose.lopez@sangredeoro.
org or (505)400-7081. There 
will be plenty of camp din-
ners where you can regis-
ter your child. If you are 
not going to a camp dinner 
and want to get your child 
registered, please down-
load a copy at sangredeoro.
org or call us and we will 
send one. Please remember 
that each child has to be 
registered to attend camp. 
We are so excited and 
can’t wait to see everyone!
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and creative at problem-
solving. She has a fabulous 
sense of humor to boot. In 
other words, she’s “all that 
and a box of chocolates.” 
If you haven’t met her 
yet, you will at an up-
coming event. I hope you 
welcome her with open 
arms and an open heart. 
She is an incredible per-
son, and you will be bet-
ter for knowing her.

Jose Duran, Vice 
President 1

Jose has been with us since 
2014. He has served as both 
board Secretary and Vice 
President. He is our IT spe-
cialist, and in addition to 
getting the Blood Brother-
hood going, he got our of-

-
puters, Internet, and phone 
service. He was also in-
strumental in prepar-

-
molition, and painting.

Eric Marquez, Vice 
President 2

Eric has been with us for 
more than 5 years and has 
served as both Treasur-
er and Vice President. Al-
though he is quiet, he is 
also incredibly smart. 
When he speaks, I always 
pay attention because he is 
usually bringing us all back 
to the point and remind-
ing us what is important.

Carnie Abajian, 
Treasurer

Carnie has been with the 
advisory board for 3 years 
and joined the board in 
2015. She has also served as 
Walk Manager and Trea-
surer. She has been in-
strumental in getting our 

-
cedures up and running. 
Carnie is the one to al-

cedure, Gary always seems 
to be there when some-
thing needs doing. He vol-
unteers frequently and 
works very hard the whole 
time at any task asked of 
him. I am so glad he has 
chosen to join our family!

Carlos Sanchez, 
Board M ember

Carlos joined our board in 
January. I have found him 
to be intelligent, practi-
cal, and creative. His bud-

will be invaluable to us as 
we build our business.
In 2013, the board set out 
to develop in number and 
diversity. We now have 
blood brothers, blood sis-
ters, hemo parents, and un-
affected community mem-
bers on our board. We also 
have business owners, a 

-
nance expert, an IT ex-
pert, an auditor/in-
vestigator, and a 
carpenter. We have 
gone from hav-
ing 5 board mem-
bers to having 9 or 
10 consistently for the 
last few years. I’d say 
we met our goal. I can’t 
wait to see what’s 
in store for SDO!
I look forward 
to seeing you 
all at the 
next event!
Land Softly,

Lori Long, Past 
President 

Go to www.hemophilia.org to apply 
for a scholarship to attend the 68th 
NHF Annual Meeting in Orlando, 
FL,  July 21–23. Scholarships are 
offered to first-time attendees (and 
some others), and this is a great 
conference. If you haven’t attended, 
please apply! 

ways ask the hard ques-
tions. She keeps us honest!

Sophia Minhas, 
Secretary

Sophia is our blood sis-
ter. She has been on our 
board for 2 years and 
served as Secretary. She 
volunteers in several ca-
pacities and has repre-
sented us at the national 
level with HFA, NHF, and 
the Women with Bleed-
ing Disorders Coalition. 

Maria Chavez, Board 
Member

Maria joined the board in 

Maria is that she said she 
wanted to “help” with get-

great. She went out and got 

than a week than we had 
all been able to get com-
bined! I was astounded! I 
never cease to be amazed 
at Maria’s incredible ener-
gy and willingness to serve!

Gary Louis DeSoto, 
Board Member

I’ve known Gary Lou-
is for years. Gary is always 
willing to laugh and is 
great at keeping the mood 
light. He is also a busi-
ness owner and brings us 
business process exper-
tise. Gary Louis was elect-
ed to the board this past 
January. I look forward to 
seeing what he can do!

Gary Pennington, 
Board Member

I met Gary at a dinner pro-
gram back in 2013. I am so 
grateful he chose to get in-
volved and support SDO! 
He joined the board in 
2015. Along with advising 
us on parliamentary pro-
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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 fi nancial assistance and 

reimbursement programs, Jessica is there to help. 

Arrange a one-on-one meeting today!

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.

Jessica Steed
JCSD@novonordisk.com
602-615-6974
ChangingPossibilities-US.com
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-
main deleted recombinant 
Factor VIII derived from a 
human cell-line, not chem-

with another protein, de-
signed for the treatment of 
patients with Hemophilia A
HOBOKEN, N.J. (Septem-
ber 15, 2015) – Octaphar-
ma USA today announced 
the U.S. Food and Drug Ad-
ministration (FDA) has 
approved NUWIQ®, An-
tihemophilic Factor (Re-
combinant), an intravenous 
therapy for adults and chil-
dren living with Hemo-
philia A. The NUWIQ® ap-
proval includes on-demand 
treatment and control of 
bleeding episodes; routine 
prophylaxis to reduce the 
frequency of bleeding ep-
isodes; and perioperative 
management of bleeding.

domain deleted recombi-
nant Factor VIII (FVIII) 
derived from a human cell-
line, not chemically modi-

-
er protein, designed for the 
treatment of patients with 
Hemophilia A, congeni-

-
philia A impacts the lives 
of up to 16,000 individuals 
in the U.S. and their care-
givers. Although present 
therapies for Hemophil-
ia A treatment exist in the 

still remain, including de-
velopment of inhibitors and 
the need for multiple infu-
sions on a prophylactic ba-
sis. Octapharma USA is a 
subsidiary of global hu-
man protein products man-
ufacturer Octapharma AG, 
which develops and man-
ufactures high-purity re-
combinant and plasma-de-
rived coagulation factor 
concentrates for patients 
with bleeding disorders.

“Octapharma has been 
committed to the bleeding 
disorders community for 
many years and its decade-

for Hemophilia A challeng-
es has never wavered,” said 
Octapharma USA Presi-
dent Flemming Nielsen. 
“Early development strat-
egies were integral in the 
development of NUWIQ® 
and these initial goals have 
been realized with the 
FDA approval. NUWIQ® 
has demonstrated safety 

-
ical trials and has the po-
tential to positively impact 
patients’ quality of life in 
the years ahead. Octaphar-
ma is dedicated to pro-
viding life enhancing and 
saving therapies for Hemo-
philia A and looks forward 
to bringing NUWIQ® to 
the U.S. marketplace.”
The European Commission 

in August 2014. NUWIQ® 
is currently approved in 
many countries, including 
the United Kingdom, Aus-
tralia, Canada, Germany, It-
aly, Sweden and Argentina.
“We are pleased that the 
treatment options for 
adults and children with 
Hemophilia A continue to 
advance with ever more in-
novative therapies being ap-
proved for the U.S.,” said Val 

of the National Hemophil-
ia Foundation (NHF). “The 
continued commitment 
to develop life-enhancing 
products for the bleeding 
disorders community is ab-
solutely vital. Empower-
ing patients and providers 
with treatment options, as 
well as education and sup-
port programs, is extreme-
ly important to people liv-
ing with Hemophilia A.”
The initial global clini-

cal study program for NU-
WIQ® commenced with a 
pharmacokinetic (PK) eval-
uation in an open-label, 
multi-center clinical tri-
al of 22 (20 adults, 2 ado-
lescents) previously treat-
ed patients (PTPs). In this 
study, NUWIQ® demon-
strated a mean half-life of 
17.1 hours using a one-stage 
clotting assay in adults. 
NUWIQ® was also eval-
uated in children using a 
one-stage clotting assay 
with a mean half-life of 11.9 
hours for ages 2 to 5; and a 
mean half-life of 13.1 hours 
for ages 6 to 12. These PK 
results for mean half-life 
were longer than earlier 
generations of recombinant 
FVIII products current-
ly available in the U.S.
The second set of glob-
al clinical studies for NU-
WIQ® also evaluated over-

in three prospective, open-
label clinical studies in 
PTPs with severe Hemo-
philia A. Across all clini-
cal studies, a total of 135 
patients with Hemophil-
ia A were treated with 
NUWIQ®, including 74 
adults, 3 adolescents be-
tween ages 12 and 17, and 
58 pediatric patients be-
tween ages 2 and 11. These 
135 patients were treat-
ed with a total of 16,134 in-
fusions over 15,950 expo-
sure days using NUWIQ®.
In a study of 32 adults, 

-
cy of NUWIQ® for spon-
taneous bleeds was rat-
ed as excellent or good in 
92% of patients. In a study 
of 59 children, prophylac-

bleeds was rated as excel-
lent or good in 97% of pa-
tients. The mean annual-
ized bleeding rates (ABR) 
for spontaneous bleeds dur-

ing prophylaxis were ap-
proximately 1.5 in children 
and 1.2 in adults. For He-
mophilia A patients receiv-
ing NUWIQ® prophylax-
is compared to on-demand 
treatment, the ABR was re-
duced 96% for adults and 
93% for children. Treat-
ment of breakthrough 
bleeds during NUWIQ® 
prophylaxis was rated as 
excellent or good in 30 of 
30 (100%) bleeds in adults 
and for 89 of 108 (82%) 
bleeds in children. For on-
demand treatment with 
NUWIQ® in 20 adults and 

the treatment of bleeds was 
excellent or good in 931 of 
986 (94%) bleeds. Overall 

-
laxis was rated excellent or 
good in 32 of 33 (97%) pro-
cedures using NUWIQ®.1
In all clinical studies, NU-
WIQ® had a total of 7 re-
ported adverse events. Each 
of these adverse events oc-
curred one time with a rate 
of 0.7% across all 135 pa-
tients. These events were 
parathesia, headache, injec-

-
jection site pain, back pain, 
vertigo, and dry mouth.
As part of its continuing 
commitment to the bleed-
ing disorders communi-
ty, Octapharma USA will 
offer Hemophilia A pa-
tients educational and sup-
port services in connec-
tion with the introduction 
of NUWIQ®. Octaphar-
ma USA aims to have NU-
WIQ® available in the U.S. 
marketplace by early 2016.

About NUWIQ®

NUWIQ®, Antihemo-
philic Factor (Recombi-
nant) Lyophilized Powder 

FDA Approves Octapharma’s NUWIQ® for the 
Treatment of Adults and Children with Hemophilia A

Continued on Page 23.
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SUMMER INTERNSHIP
Apply for our summer advocacy and  
government relations internship!

DEADLINE
MARCH 

15

Apply today at www.hemophiliafed.org

Two summers ago, HFA launched an in-
ternship program based in its Washing-

ton, DC office for young adults interested in 
advocacy, policy, and government relations. 
Opportunities for young people to become 
involved abound within the bleeding disor-
ders community. At HFA however, we are 
specifically seeking to develop a passion in 
individuals for health care policy and self-ad-
vocacy, so that they return home committed 
to continuing their advocacy leadership. 

Advocacy is at the core of HFA’s mission and 
we strive to educate our future leaders about 
the issues that affect our community. We 
want our interns to follow along the path of 
the many advocates who came before them 
and accomplished amazing things, like se-
curing the passage of the Ricky Ray Hemo-
philia Relief Fund Act or successfully work-
ing with the FDA to implement procedures 
that greatly improved the safety of the blood 
supply. Our intern program truly speaks to 
one of the main adages of HFA: “Honoring 
Our Past, Building Our Future!”

Last summer, two members of the bleeding 
disorders community spent 10 weeks at the 
HFA office in Washington, DC participating 
in, and contributing to, all of the efforts of 
our policy and government relations team. 
Specifically, the interns: 

Be Part of HFA’s Advocacy Team!
By Katie Verb, JD
HFA Government Relations and Policy Director 

 Received legislative, policy, and advocacy training.

 Built communication and media skills.

  Attended congressional hearings and made visits to offices  

on Capitol Hill.

  Collaborated on activities with partners and coalitions including 

the National Organization for Rare Disorders (NORD), American 

Plasma Users Coalition (APLUS), Coalition for Accessible Treatment 

(CAT), and Plasma Protein Therapeutics Association (PPTA).

  Authored at least one policy work paper or issue brief.

  Supported staff on activities including HFA’s advocacy blog  

Dear Addy, Action Alerts, and social media outreach.

  Assisted a local member organization in planning their  

2016 legislative day.

  Assisted a local member organization in reading and  

analyzing state legislation.

  Gained valuable exposure to the workings of state and  

federal government.

  Developed a comprehensive understanding of HFA’s 

 programming and services, and how it serves the  

national bleeding disorders community.

  Improved skills, knowledge, and abilities in order to  

participate actively in the public policy process.

Over the past two years, we have been delighted to have had four remarkable 
interns and are currently looking for two young adults to participate in the 2016 
program which runs from June 2016 to August 2016. If you know of any current 
or recently graduated college students who are community members and have an 
interest in health advocacy, please encourage them to apply! 
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James Hamilton 
Memorial 

Scholarship Fund
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 Eligibility Criteria
 Be a person with hemophilia
 Be a New Mexico resident
 Be a U.S. citizen or an eligible non-citizen

Other Requirements
 Provide a valid social security number
 Provide proof of application for student aid (FASFA)
 -

denced by the FASFA form
 Provide evidence of application to two addi-

 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-

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

 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

 Must meet deadline for semester of request

Scholarship Renewal Requirements
 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-

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 1st

Spring semester deadline: December 1st

for Solution for Intrave-
nous Injection is a recombi-
nant antihemophilic factor 
[blood coagulation factor 
VIII (Factor VIII)] indicat-
ed in adults and children 
with Hemophilia A for on-
demand treatment and con-
trol of bleeding episodes; 
perioperative management 
of bleeding; and routine 
prophylaxis to reduce the 
frequency of bleeding epi-
sodes. NUWIQ® is not in-
dicated for the treatment of 
von Willebrand Disease.

Important Safety 
Information

NUWIQ® is contraindi-
cated in patients who have 
manifested life-threaten-
ing immediate hypersensi-
tivity reactions, including 
anaphylaxis, to the prod-
uct or its components. Hy-
persensitivity reactions, in-
cluding anaphylaxis, are 
possible. Should symptoms 
occur, discontinue NU-
WIQ® and administer ap-
propriate treatment. De-
velopment of Factor VIII 
neutralizing antibodies (in-
hibitors) may occur. If ex-
pected plasma Factor VIII 
activity levels are not at-
tained, or if bleeding is not 
controlled with an appro-
priate dose, perform an as-
say that measures Factor 
VIII inhibitor concentra-
tion. Monitor all patients 
for Factor VIII activity 
and development of Factor 
VIII inhibitor antibodies.
The most frequently oc-
curring adverse reactions 
(0.7%) in clinical trials 
were paresthesia, head-

-
mation, injection site pain, 
non-neutralizing anti-Fac-
tor VIII antibody forma-
tion, back pain, vertigo, 
and dry mouth. For full 
prescribing information 
on NUWIQ® please visit 
www.octapharmausa.com.

About the Octapharma 
Group

Headquartered in Lachen, 
Switzerland, Octaphar-
ma is one of the largest hu-
man protein products man-
ufacturers in the world and 
has been committed to pa-
tient care and medical in-
novation since 1983. Its 
core business is the devel-
opment and production of 
human proteins from hu-
man plasma and human 
cell-lines. Octapharma em-
ploys approximately 6,000 
people worldwide to sup-
port the treatment of pa-
tients in over 100 countries 
with products across the 
following therapeutic ar-
eas: Hematology (coagula-
tion disorders), Immuno-
therapy (immune disorders) 
and Critical Care. The com-
pany’s American subsid-
iary, Octapharma USA, is 
located in Hoboken, N.J. 
Octapharma operates two 
state-of-the-art produc-
tion sites licensed by the 
U.S. Food and Drug Ad-
ministration (FDA), provid-
ing a high level of produc-

information, please visit 
www.octapharmausa.com.

REFERENCES
1 – Octapharma, Data 

Forward-looking 
Statements
This news release contains 
forward-looking statements, 
which include known and 
unknown risks, uncertainties, 
and other factors not under the 
company’s control. The company 
assumes no liability whatsoever 
to update these forward-looking 
statements or to conform them 
to future events or developments. 
These factors include results 
of current or pending research 
and development activities 
and action by the FDA or 
other regulatory authorities.
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PSI, 
Inc.

-
itable organization, is the ground-breaking premium and co-
payment assistance foundation for the chronically ill.

-
cial help available from PSI, please call 1-800-366-7741 or vis-
it them on the Web at www.patientservicesinc.org. 

-
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 

withdrawal and recall information.

Please visit us at:

to register. You will be 

recalls or withdrawals. 

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

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.
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What is XYNTHA?
XYNTHA® Antihemophilic Factor (Recombinant) is indicated in 
adults and children for the control and prevention of bleeding 
episodes in patients with hemophilia A (congenital factor VIII 
deficiency or classic hemophilia) and for the prevention of 
bleeding during surgery in patients with hemophilia A.

XYNTHA does not contain von Willebrand factor and, therefore, 
is not indicated for von Willebrand’s disease.

Important Safety Information for XYNTHA
•  Call your healthcare provider or go to the emergency 

department right away if you have any of the following 
symptoms because these may be signs of a serious allergic 
reaction: wheezing, difficulty breathing, chest tightness, 
turning blue (look at lips and gums), fast heartbeat, swelling 
of the face, faintness, rash, low blood pressure, or hives. 
XYNTHA contains trace amounts of hamster protein. You 
may develop an allergic reaction to these proteins. Tell your 
healthcare provider if you have had an allergic reaction to 
hamster protein.

• Call your healthcare provider right away if bleeding is not 
controlled after using XYNTHA; this may be a sign of an 
inhibitor, an antibody that may stop XYNTHA from working 
properly. Your healthcare provider may need to take blood 
tests to monitor for inhibitors.

• Across all clinical studies, the most common side effects 
(10% or more) with XYNTHA in adult and pediatric previously 
treated patients (PTPs) were headache (26% of subjects), 
joint pain (25%), fever (21%), and cough (11%). Other side 
effects reported in 5% or more of patients were: diarrhea, 
vomiting, weakness, and nausea.

• XYNTHA is an injectable medicine administered by 
intravenous (IV) infusion. You may experience local  
irritation when infusing XYNTHA after reconstitution in 
XYNTHA® SOLOFUSE®.

 Please see brief summary of full Prescribing Information 
for XYNTHA and XYNTHA SOLOFUSE on the 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.

* You must be currently covered by a private (commercial) insurance plan. If you  
are not eligible for the trial prescription program, you may find help accessing  
Pfizer medicines by contacting Pfizer’s RxPathways program. For questions about 
the XYNTHA Trial Prescription Program, please call 1-800-710-1379 or write us at 
XYNTHA Trial Prescription Program administrator, MedVantx, PO Box 5736, Sioux 
Falls, SD 57117-5736.

† This card will be accepted only at participating pharmacies. This card is not health 
insurance. No membership fees.

RUS775802-01 © 2015 Pfizer Inc. All rights reserved.  
September 2015

XYNTHA SOLOFUSE brings together proven efficacy and all-in-one reconstitution— 
in a travel-anywhere kit.

Visit FreeTrialXyntha.com and see if you’re eligible to get  
a one-time, 1-month supply up to 20,000 IU at no cost.*

Need help accessing Pfizer medicines?
Pfizer’s RxPathways program may be able to help.  
Call 1-888-327-7787 or visit www.PfizerRxPath.com.

Pfizer RxPathways is a joint program of Pfizer Inc and the Pfizer Patient  
Assistance Foundation™.

Bring it and be ready to infuse

Save on XYNTHA†

Terms and conditions can  
be found at XYNTHA.com.

Designed to prevent and control bleeds—  

A factor VIII that helps prepare you to live actively

DON’T WING IT





Consumer Assistance 
Program

Did you know that SDO has more than 
-

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.

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 866.665.1121at

www.soleohealth.com

© 2014 Accredo Health Group, Inc. | An Express Scripts Company | All Rights Reserved

Bonnie Webb | 801.598.1260
bonnie.webb@accredohealth.com

At Accredo, we believe the more 
you know about your condition and 

available options, the better. We 
provide educational materials and 
a team of dedicated professionals. 

We’re here to help you make 
informed decisions about your care. 
A personal touch from people who 

know bleeding disorders.

INFORMATION IS EMPOWERING. ...for the human factor®
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Ready to help you define your IXperience™

Let’s talk about IXINITY and how you can get the most  
out of Emergent-sponsored programs, including the  

Generation IX Project and the B More™ Scholarship Program.

Manufactured by Cangene Corporation, a subsidiary of Emergent BioSolutions Inc. and distributed by 
Cangene bioPharma, Inc., a subsidiary of Emergent BioSolutions Inc.

IXINITY [Coagulation Factor IX (Recombinant)], IXperience, B More, and any and all Emergent BioSolutions 
Inc. brand, product, service and feature names, logos, slogans are trademarks or registered trademarks of 
Emergent BioSolutions Inc. or its subsidiaries in the United States or other countries. All rights reserved.

© 2015 Emergent BioSolutions Inc. IXI 136-0915

IXINITY.com

Your IXINITY® Product Specialist, Steve Calderon

Contact Steve at 214.886.4035 or calderons@ebsi.com

I am honored to connect with and motivate 
the future leaders of my community. It is 
my goal to show every member of this 
community that they are not alone.

— Steve Calderon

002235_Personalized_Rep_Ads.indd   9 9/29/15   9:50 AM
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Baxter Initiates Voluntary Recall of Two Lots of IV 
Solutions due to Potential Presence of Particulate Matter

By U.S. Food and Drug 
Administration

-
national Inc. announced to-
day it is voluntarily recall-
ing two lots of intravenous 
(IV) solutions to the hospital/
end user level due to the po-
tential presence of particu-
late matter. The particulate 
matter in each case was de-
termined to be an insect and 

customer complaint. The mat-
-

tient administration and there 
have been no adverse events 
associated with this issue re-
ported to Baxter to date.

Injecting a product contain-
ing particulate matter, in 

-
tion, may result in block-
age of blood vessels, which 
can result in stroke, heart at-
tack or damage to other or-
gans such as the kidney or 
liver. There is also the possi-
bility of allergic reactions, lo-

-
tion in tissues and organs.

This recall affects the 
lots in the table below.

0.9% Sodium Chloride In-
jection, USP, 250 mL VIAF-
LEX Plastic Container is in-
tended for IV use as a source 
of water and electrolytes and 
may also be used as a prim-

ing solution in hemodialy-
sis procedures. 70% Dextrose 
Injection (2000 mL) USP is 
indicated as a source of calo-
ries and waterfor hydration.

The lots being recalled were 
distributed to customers and 
distributors in the United 
States between June 6, 2015 
and December 16, 2015. Bax-
ter is directing customers not 
to use the product from the 
recalled lots. Recalled prod-
uct should be returned to 
Baxter for credit by contact-
ing Baxter Healthcare Cen-
ter for Service at 1-888-229-
0001, Monday through Friday, 
between the hours of 7 a.m. 
and 6 p.m., Central Time. Un-
affected lots of product are 
available for replacement. 
This recall is not expect-
ed to affect current supply 
and product remains avail-
able for current customers.

Customers with questions re-
garding this recall can call 
Baxter at 1-800-422-9837, 
Monday through Friday, be-
tween the hours of 8 a.m. and 
5 p.m. Central Time, or email 
Baxter at onebaxter@bax-
ter.com (mailto:onebaxter@
baxter.com?subject=Recall). 
Consumers should contact 
their physician or health-

care provider if they have 
experienced any problems 
that may be related to us-
ing these drug products.

Adverse reactions or quality 
problems experienced with 
the use of these products may 
be reported to the FDA’s Med-
Watch Adverse Event Re-
porting program either on-
line, by regular mail or by fax.

 Complete and sub-
mit the report on-line: 
www.fda.gov/med-
watch/report.htm 
(http://www.fda.gov/
MedWatch/report.htm)

 Regular Mail or Fax: 
Download form www.
fda.gov/MedWatch/
getforms.htm (http://
www.fda.gov/Safety/Med-
Watch/HowToReport/
DownloadForms/default.
htm) or call 1-800-332-
1088 to request a re-
porting form, then com-
plete and return to the 
address on the pre-ad-
dressed form, or submit 
by fax to 1-800-FDA-0178.

Baxter is voluntarily con-
ducting this recall with the 
knowledge of the U.S. Food 
and Drug Administration.

Product 
Code

Product 
Description

Lot 
Number

Expiration 
Date

NDC

2B1322Q 0.9% Sodium Chloride 
Injection, USP, 250 mL
VIAFLEX Plastic 
Container

C980227 11/30/2016 0338-
0049-02

2B0296H 70% Dextrose Injection 
(2000 mL) USP

C985150 7/31/2016 0338-
0719-06

Living with a chronic condition has unique 
challenges. We understand them because 
our team consists of people like YOU. 

Felix Garcia, NM Client Advocate

EVERY STEP OF THE WAY 

Contact Felix Garcia directly at 915-740-6415 or via email 
FGarcia@reliancefactorofamerica.com 
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Our  vision  
for innovation, 
brighter than ever.
For more than 60 years, we’ve consistently pursued 
advancements in the treatment of bleeding conditions.

Now, as Baxter’s BioScience becomes Baxalta Incorporated, 
this proven heritage—along with the advancements we’re 
making today to cultivate tomorrow’s developments—fuels 
our global vision and promise: Our relentless desire to 
make a meaningful difference in the lives of real people—
one person at a time. This promise to you can be seen in  
all we do, and helps to make us the company we are today.

Baxter is a registered trademark of Baxter International Inc.  
June 2015 USBS/MG1/15-0389

By Lori Long

Most of us use the com-
puter everyday, wheth-
er it’s to get on Facebook, 
check e-mail, or comment 
on Twitter. Here are some 
assumptions you should 
make when you get on-
line, along with some rec-
ommendations for keeping 
yourself a little safer. Some 
of the recommendations 
are bit extreme because 
they are geared toward ac-
tive duty military, but it’s 
all just food for thought. (I 
get tagged in posts all the 
time and don’t mind at all!)

Assumptions
Once something 
is posted on a so-
cial network, it can 
quickly spread. No 
amount of effort will 

Are You Safe in Cyberspace?

erase it – the Inter-
net does not forget.

 You are not anony-
mous on the Internet.

 There are people on 
the Internet who are 
not who they pur-
port to be and could 
take advantage of you.

 Participating in more 
social networking sites 
increases your vulner-
ability and overall risk.

 Everyone on the In-
ternet can see what 
you post, from where 
you post it, who 
your friends are, 
friends’ comments, 
and your replies.

 An embarrass-
ing comment or im-
age will come back 
to haunt you.

 There is a complete re-
cord of your online ac-
tivity...somewhere.

Recommendations
 Do not post anything 

you would be em-
barrassed to see on 
the evening news.

 Do not accept friend/
follower requests from 
anyone you do not 
know; independent-
ly verify identities.

 Avoid using third-par-
ty applications or don’t 
give them access to 
your social network-
ing accounts, friends 
list, or address books.

 Do not post per-
-

able information.

 Be cautious about the 
images you post. What 
is in them may be more 
revealing than who is 
in them. Images post-
ed over time may form 
a complete mosaic of 
you and your family.

 Do not allow oth-
ers to tag you in im-
ages they post. Doing 
so makes you easier to 
locate and accurate-
ly construct your net-
work of friends, rela-
tives and associates.

Excerpted from “Cyber Crime 
Prevention Flyer,” 20 May 2015, 
U.S. Army Criminal nvestigation 
Command, Computer 
Crime Investgative Unit.
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Biotherapies for Life is a registered trademark of CSL Behring LLC.
©2015 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-US.com    COA13-08-0045(1)    10/2015

At CSL Behring, we are committed to providing treatments 
and supportive services that make a meaningful difference 
in the lives of people with bleeding disorders and those 
who care for them.

We set out on this journey with you more than a century 
ago, starting with the development of treatments for 
those with rare and serious diseases. 

As we look to the future, we see the promise of new 
innovations and opportunities —just as we always have.

Over the years, we have never lost sight of what 
matters most: you and the countless others who 
inspire our efforts every day.
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Thank You to Our 2015 Sponsors!
Your support makes it possible to serve our local community

Thank You to Our Volunteers!
Your hard work makes it possible to serve our local community

$10,000 +

DMC Logistics
Novo Nordisk
Hemophilia Alliance
Bayer
Baxter
NHF
$5,000–$9,999

AeroLynx
HFA
Octapharma

$1,000–$4,999

AA Auto and Air 
Conditioning
BioRX
Biogen Idec
CVS
CSL Behring
Express Scripts
Falcon Executive Aviation
Grifols
Kedrion Biopharma
National Cornerstone
Ricci & Company
Southwest Cornerstone
Walgreens

Bruckner’s Truck
Christian’s Automotive
Enterprise Holdings
Payday
Ryder Systems, Inc. Team
Mercedes-Benz of 
Albuquerque
The Payroll Company
US Bank
The Noel Company

Parts Plus
 $100–$999

Arroyo del Oso Golf Course
Black Duck

Chappelle Family
Chevron Mining
Daniel Maulkin
International Indoor Soccer
Jeffry Duran
Jose and Elvira Guillen
Linton and Associates
Long Family
Ken Wagg
New Mexico Gas Co.
Koch Construction
Majestic Forms
MediaWorks
NSPA
One Stop Aviation
Southwest Airlines
W. Lawrence Pfeiffer
Weck’s

Alfonso Jaramillo
Alyssah Leon
Andrea Harper
Angelie Garcia
Anna Cheshire
Anthony Padilla
Bonnie Webb
Bryant Holderried
Carla Smith
Carlos Sanchez
Carnell Chappelle
Carnie Abajian
Catie Cheshire

Cazandra 
MacDonald
Charity Marquez
Cherise Trujillo
Chris Fennicks
Dawn Bodenner
Dayna Duran
Donald Azure
Donna Gallegos
Elvira Guillen
Eric Faulring
Eric Harper
Eric Marquez

Felix Garcia
Gary Pennington
Heber Ramos
Iktemal Jaber
Jess Hernandez
Jessica Steed
Joe MacDonald
Johanna Chappelle
Jordan Long-
Holderried
Jose Guillen
Jose Duran
Jose Hernandez

Julianne Parrish
Karen Prieto
Ken Nead
Ken Wagg
Kyle Stephens
Laura Katcher
Lisa Cheshire
Lori Long
Lorraine Duran
Lynette Francisco
Maria Chavez
Melissa Farias
Michelle Bloodworth

Miguel Sanford
Mike Parish
Mirella Hernandez
Monique Trujillo
Patrick Wagner
Prospero “Pops” 
Chavez
Rea Watson
Robb Williamson
Robert Farias
Roseannette Lopez
Sarah Trawinski
Sergio Guillen

Shaleigh Henry
Shannon Duran
Sherri Trujillo
Sophia Minhas
Steve Griego
Steve 
Hernandez
Tania Hake
Willette 
Francisco
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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 VIII 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. 

This information is not intended to replace discussions with your healthcare provider.

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

Meet your CoRe Manager Jessica Klass
E: jessica.klass@biogen.com  T: 623-238-0244

THE FIRST FACTOR VIII WITH  
A PROLONGED HALF-LIFE

© 2015 Biogen.   All rights reserved.   Printed in U.S.A.   ELO-US-0492   12/15
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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 VIII 
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:
 • Any medical problems that you have or had.
 •  All prescription and non-prescription medicines that you take, 

including over-the-counter medicines, supplements or herbal 
medicines.

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

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

How should I 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.

How should I store ELOCTATE?
 • Keep ELOCTATE in its original package.
 • Protect it from light.
 • Do not freeze.  
 •  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.  
 • 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
 •  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 I 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
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By Roseannette Lopez

Having a child with a 
bleeding disorder can be 
highly emotional. I feel like 
I am on an emotional roll-
er coaster at times and not 

off. There are many times 
we are told to put our brave 
face on, advocate, stand-up 
for yourself and your child, 
but there isn’t a place to yell 
“ %^$#  you, Hemophilia!” 
However, the moment that 
sentence pops into my head 
so do reminders of all the 
little joys that pull at my 
heart. I get to have one of 
the largest families with all 
my blood brothers and sis-
ters, and I have the peace 
of mind that my son will 
too. I never go a day feel-
ing like I am alone through 
this process. I know that 
every decision and path 
that I take will look com-
pletely different from any-
one else’s, and I will have 
nothing but support and 
love on this journey. 
These were the thoughts 
that were going through 
my head as the sun beat on 
my face and I watched my 

Having a Child with a Bleeding Disorder

son, who had just turned 
13, reel in a shark from the 
middle of the ocean in Key 
West, Florida. I watched 
my boy gleam with joy as 
he struggled with a pole 
three times his size, his 

with pride, encourage-
ment, and strength. I be-
gan to imagine the man 
he will be, and I won-
dered if this will turn 
into his life passion. Will 
he want to live close to 
the ocean? Will he plan 
boating trips with his 
friends? And one day, 
will he be standing over 
his own son pulling a 
shark out of the ocean?
The thoughts over-
whelmed me with grati-
tude for the opportunity 
to go on this week-long 
voyage. I knew that with-
out Make-a-Wish my son 
would not be spending 
his 13th birthday catch-
ing sharks. As tears 
welled up in my eyes my 
thought was broken with 
calls of “Mom, mom, hur-
ry! Come look at this!” 

Inhibitor Summits and Camps!
Inhibitor summits 
and camps are free for 
those families who have 
someone with inhibi-
tors. Here is some in-
formation on upcom-
ing opportunities.
There are two Inhibi-
tor Education Summits 
planned for 2016. We 
are waiting for NHF to 
announce exact dates 

and locations, which usu-
ally happens in March.
See more at http://
www.hemophilia.org/
Events-Meetings/In-
hibitor-Education-Sum-
mits. For a more informa-
tion, call 877-560-5833. 
You can also contact 
us at sdo@sangrede-
oro.org to let us know 
that you are interested.

The 2016 Inhibitor Camps 
will happen in two loca-
tions, one on each coast.
Spring Session
Location: The Painted Tur-
tle, Lake Hughes, CA
Scheduled: April 15–18, 2016
Registration opened 
January 8th.

Fall Session
Location: Victory Junc-
tion, Randleman, NC
Scheduled:  Octo-
ber 7–10, 2016
Registration 
opens July 1st.
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