
Sangre
de Oro,

Inc.

PO Box 51494
Albuquerque New Mexico

Sangre
de Oro,

Inc.

Authors
Johanna Chappelle
Cazandra Campos-
MacDonald
Jean Cole
Candice Dunlop
Chris Fennicks
Jose Guillen
Brie Johnson
Lori Long
Wendy Owens
Miguel Sanford
Patrick Wagner
Rea Watson

Editor
Bryant Holderried 

Coordinator
Lori Long

Designer
Lori Long

Credits Volume 19 • Spring 2014

Design © 2014, Lori M. Long,  All Rights Reserved ■ ■ ■ Unless otherwise noted, content © 2014, Sangre de Oro, Inc.,  All Rights Reserved  

Table of Contents

The 2014 Hemophilia Walk of New Mexico is ON!...................... 1

Loretta Cordova, January 12, 1959 to January 3, 2014. 
Rest in Peace and Godspeed.............................................................. 2

Calendar of Events................................................................................ 4

Caller ID...................................................................................................5

Bleeding Disorders in 2014: How Bright Is Our Future?.............. 6

Could You Lower the Cost of Your Internet 
or Phone Service?....................................................................................7

Presbyterian Pediatric Hematology/Oncology Clinic..................11

Ted R. Montoya Hemophilia Treatment Center...........................12

Attending the 65th  NHF Annual Meeting, 
October 3–5, 2013.................................................................................. 13 

The SDO Board.....................................................................................14

8th Annual Camp  Sangre Valiente...................................................14

President’s Corner................................................................................15

James Hamilton Memorial Scholarship 
Fund......................................................................................................... 17

Rest in Peace, Angela.......................................................................... 17

Thank Yous........................................................................................... 24

Where Is Your Voice? Be Part of CHOICE!!................................... 26

By Jean Cole

The New Mexico Hemo-
philia Walk 2014 is ON!!

As of this writing, there are sev-
en Walk Teams registered. A big 

“thank you” to each of the Team 
Captains for signing up your team. 

We have already raised $686 towards 
our $50,000 goal. A huge “thank you” 

goes to Kenneth Wagg, who is cur-
rently our Top Individual Fundraiser 
with $200 and to Team Bruiser (Cap-
tain Kristy Sweeney) who is current-
ly our Top Team Fundraiser with $300!
Team Bruiser also brought the first 
Kilometer Sponsor for the 2014 
Walk: Enchanted Smiles, LLC, do-
nated $250. Thanks, Kristy!  

The New Mexico Hemophil-
ia Walk 2014 is shaping up to be 

a bigger, better, and more fun 
event than last year. Your 

Walk Committee is busy 
taking care of the de-

tails, but we need your 
help, too. If you have 
not yet signed up a 
Walk Team, now is 
the time! Our Walk 
web site is up and 
“walking.” If you 
registered for the 
2013 Walk and re-
member your user 
name and pass-
word, you can use 
them again this 

year. If not, you can 
create new ones for 

the 2014 Walk. Get 
your team members to 

register too. The web site 
address is www.hemophil-

ia.org/walk and click on NM.

We will be sending e-
mails to registered par-
ticipants with tips for 
fundraising, team chal-
lenges, and updates 
about the Walk.  
Walk Teams are encour-
aged to design team t-
shirts or be creative in 
other ways to identify 
your team members, such 
as each person wearing a 
purple ball cap or a green 
ribbon tied to their fore-
arm. Those attending the 
Walk will have an op-
portunity to vote on the 
team identity they like 
the best. More details 
about this challenge will 
be in the registered par-
ticipant e-mails. But a se-
cret tip: save any loose 
change you have and bring 
it with you to the Walk.
Just a reminder, New 
Mexico Hemophilia Walk 
2014 will be on Satur-
day, May 3rd at Tiguex 
Park in Albuquerque. If 
you have any trouble with 
the Walk web site, e-mail 
the Walk Committee at 
nmwalk@sangredeoro.org, 
and we will assist you. 
As always, thank you 
for your support! 

The 2014 Hemophilia Walk of 
New Mexico is ON!!!

Your Walk Committee
Jean Cole, Walk Manager

Joe MacDonald, Walk Chair

Carnie Abajian

Lori Long

Candace Cloud

Rea Watson

Inhibitor Summits and Camps!
Inhibitor summits and 
camps are free for those 
families who have inhib-
itors. Here is some in-
formation on upcom-
ing opportunities!

Inhibitor Summit 
Comes to 
Albuquerque!

There are two Inhib-
itor Education Sum-
mits planned for 2014. 

They will be held:
µµ July 10–13, 2014 in Al-

buquerque, NM
µµ July 24–27, 2014 in 

Baltimore, MD 
For a complete agenda or 
for more information, vis-
it www.nhfinhibitorsum-
mits.org or call 877‐560‐5833. 
You can also contact us at 
sdo@sangredeoro.org to let 
us know that you are in-
terested, and we will be 
sure to keep you posted!

Inhibitor Camps

The 2014 Inhibitor Camps 
will happen in two 
locations for each coast.

µµ West Coast: The Painted 
Turtle, CA, April 11–14

µµ East Coast: Victory Junc-
tion, NC, October 24–27

You can register at http://
www.comphealthed.com/in-
dex.php/inhib/. Contact us at 
sdo@sangredeoro.org if you 
need assistance registering.
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Loretta Cordova, January 12, 1959 to January 
3, 2014. Rest in Peace and Godspeed.

by Johanna Chappelle

(The following was delivered 
at Loretta’s funeral on 
January 7, 2014) 

Hello, I’m Johanna Chap-
pelle, a very good friend of 
Loretta’s, and I had the plea-
sure of helping many oth-
ers care for her during these 
past 8 months of her life. I 
first met Loretta more than 
20 years ago, and I have 
shared many special mo-
ments with her since then—
traveling to attend meetings 
and conferences and watch-
ing her support the hemo-
philia community through 
her work with Sangre de 
Oro, the Hemophilia Foun-
dation of New Mexico. 

She served on the board of 
directors for 10 years and 
in 2005 took on the chal-
lenge of serving as the or-
ganization’s Executive Di-
rector.  Loretta proved to 
be exactly the right person 
for the job. She grew the or-
ganization and worked to 
make sure Sangre de Oro 
served all people with bleed-
ing disorders in New Mex-
ico. Her passion and dedi-
cation to this community, 
along with her love for golf, 
led her to develop the Cali-
ente Classic Golf Tourna-
ment and oversee its growth. 

Thanks to the solid foun-
dation she created, Sangre 
de Oro raised $36,000 dol-
lars this year for its summer 
camp for kids with bleeding 
disorders in New Mexico. 

Loretta helped create oth-
er programs to support this 
community, including the 
annual patient and family 
education weekend (which 
was attended by nearly 200 
people this past year) and 
the scholarship program 
which helps men with he-
mophilia obtain a second-
ary education. Loretta’s son, 
Patrick, has benefited from 
the scholarship program, 
and I’m so proud to say that 
he will graduate from New 
Mexico State University this 
coming May with 
a bachelor’s degree 
in philosophy and 
plans to continue 
on to law school.

Some people hold a 
special place in our 
hearts, and Loret-
ta will always hold 
that place for me and for our 
community. And if you have 
any question about that, just 
have a look around at all the 
faces in this packed church.

I recently heard this say-
ing: “In the end, it’s not the 
years in your life that count. 
It’s the life in your years.” Lo-
retta exemplified that idea. 
She packed a lot of life into 
her years, and in 
doing so made a 
difference in the 
lives of so many.

Novo Nordisk is helping people with inhibitors realize their dreams.

your  dream  
here

Novo Nordisk offers financial, educational, and community  
support programs to people with hemophilia A or B with  
inhibitors so they can live more normal lives.

Find out more about how you can change your possibilities  
by calling 1-877-668-6777 today!

For more information, please visit ChangingPossibilities-US.com.

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

Novo Nordisk Inc., 100 College Road West, Princeton, New Jersey 08540 U.S.A.
© 2008 Novo Nordisk Inc.     136847A     December 2008
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I will wear my new white sundress

I will take my kids to the beach today

I will expect more from my von Willebrand factor treatment

I will take control of my VWD

The Power to Control VWD

www.wilateusa.com

For the treatment of von Willebrand DiseaseFor the treatment of von Willebrand Disease

von Willebrand 
Factor/Coagulation 
Factor VIII Complex 
(Human)

wilate® is a von Willebrand Factor/Coagulation Factor VIII Complex (Human) indicated for 
the treatment of spontaneous and trauma-induced bleeding episodes in patients with 
severe von Willebrand disease (VWD), as well as patients with mild or moderate VWD in 
whom the use of desmopressin is known or suspected to be ineffective or contraindicated.

Important safety information:
wilate® is contraindicated for individuals with a history of anaphylactic or severe systemic 
reaction to human plasma-derived products, any ingredient in the formulation, or components 
of the container. Thromboembolic events have been reported in VWD patients receiving 
coagulation factor replacement therapies. FVlll activity should be monitored to avoid 
sustained excessive FVlll levels. wilate® is made from human plasma. The risk of infectious 
agents, including viruses and, theoretically, the Creutzfeldt-Jakob disease agent, cannot be 
completely eliminated. The most common adverse reactions to treatment with wilate® in 
patients with VWD have been urticaria and dizziness. The most serious adverse reactions to 
treatment with wilate® in patients with VWD have been hypersensitivity reactions.

To report suspected 
adverse reactions,contact:

Octapharma USA, Inc. 
866-766-4860 or 
FDA at 1-800-FDA-1088 or 
www.fda.gov/medwatch

wilateHemaware_2011.indd   1 12/8/11   8:49 AM

Where Is Your Voice? Be Part of CHOICE!!
by Wendy Owens

What if in 20 minutes you 
could help improve the lives 
of everyone in the bleed-
ing disorders communi-
ty? It is possible if you let 
your voice be heard. The 
time is now. The CHOICE 
Project survey is ready. 
Take it online, on pa-
per in English or Span-
ish. Make the CHOICE 
and use your voice.
Through a cooperative 
agreement with the Cen-
ters for Disease Control and 
Prevention (CDC), HFA 
is running the CHOICE 
(Community Having Op-
portunity to Influence Care 
Equity) Project. The goal of 
the CHOICE Project is to 
collect information regard-
ing health experiences of 
people who have a doctor-
diagnosed bleeding disor-
der and do not receive care 
at a federally-funded he-
mophilia treatment center 
(HTC). HFA is asking ev-
eryone in the bleeding dis-
orders community to par-
ticipate in this project by 
taking the CHOICE survey.
Together HFA and the CDC 
hope what is learned will 
help assure equity in the 
care received by all mem-
bers of the bleeding disor-
ders community. The more 
participants enrolled in 
this project, the more in-
formation HFA can gath-
er.  With more informa-
tion, HFA has a better 
chance of learning what it 
and its chapters can do to 
improve the health of peo-
ple with bleeding disor-
ders. This includes pos-
sibly identifying medical 
and social issues that re-
quire further study. There 
is power in this knowl-
edge, power to change 
lives, improve medical care, 
and help assure access to 
the services people with 
bleeding disorders need.

Since 1998, CDC has col-
lected information on the 
health status of people with 
bleeding disorders who re-
ceive care at HTCs. Much 
has been learned from this 
information. However, a 
study from the mid-1990’s 
showed that a third of peo-
ple with bleeding disor-
ders received care out-
side of the federally-funded 
HTC network. Little is 
known about the health ex-
periences of people who 
do not receive care at fed-
erally-funded HTCs. So 
HFA and the CDC decid-
ed to learn more through 
the CHOICE Project. 
HFA member organiza-
tions are a key 
component to the 
CHOICE Project’s 
success. HFA has 
teamed up with 
seven of its mem-
ber organizations 
in Texas, Illinois, 
Arizona, New 
Mexico, and New 
York to help it 
identify people to 
take the CHOICE 
survey. The sur-
vey itself is avail-
able in English and 
Spanish and takes 
roughly 30 min-
utes to complete. 
People can take the 
survey online or 
in paper format.
The CHOICE sur-
vey asks questions 
about diagnosis, 
bleeding histo-
ry, treatment, in-
surance coverage, 
quality of life, and 
quality of care. The 
information col-
lected from the 
survey will be used 
to understand the 
health of people 
with bleeding dis-
orders who do not 
receive care at fed-

erally-funded HTCs. It will 
also be used to identify is-
sues that need further un-
derstanding, such as where 
care is being obtained, 
what complications are be-
ing experienced, and what 
treatment is being used. 
Personal privacy of the sur-
vey-takers is of the utmost 
importance to HFA. HFA 
will collect all survey in-
formation. Personal infor-
mation will not leave HFA’s 
secure, password protect-
ed database. HFA will com-
pile paper-based surveys 
into this database and will 
shred and recycle the paper 
documents. HFA will share 
de-identified data with the 

CDC. Data shared with the 
CDC will include a unique 
identifier code but will not 
contain personal identifiers 
such as name or address. 
Information from this proj-
ect may be published. How-
ever, no information will 
be published that could 
identify a survey-taker. 
If you have a bleeding dis-
order, your voice should 
be heard – no matter 
where you get your care.  
You matter and it is your 
choice to participate in 
the CHOICE Project. To 
find out how to take part 
in the CHOICE project, 
call 800-230-9797 or go to 
choice.hemophiliafed.org.
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MORE THAN JUST ANOTHER

Now is your chance to learn how to be the change  
you want in the hemophilia community. Visit  
www.livingbeyondhemophilia.com/intern 
to learn more and download an application. 

A PPL IC A T IONS  A RE  DUE  NO LATER  THAN
Friday, February 28, 2014 at 11:59 p.m. ET

P A S S I O N  +  A D V O C A C Y  +  R E A L  W O R L D  E X P E R I E N C E

Bayer, the Bayer Cross, and Living Beyond Hemophilia are registered trademarks of Bayer. 
© 2013 Bayer HealthCare Pharmaceuticals, Inc.  KN10001313

Making a change in the world    
begins by making a difference  in the community. 
Apply to be an intern through the Bayer Hemophilia 
Leadership Development Program and begin to learn 
how to be the change YOU want to see in the world.

Students enrolled full-time in college who are 

touched by hemophilia can apply now for the 

opportunity to:

•	 	Engage in leadership training and hands-on 
business projects

•	 	Learn how to support the hemophilia community 
as a young professional 

Apply now for a six-week paid internship at Bayer’s 

U.S. headquarters in New Jersey.

In addition to working directly with leaders at Bayer, 

selected interns will:

•	 	Work with hemophilia organizations in the 
area to learn about the work done to support 
the hemophilia community and how business 
professionals can support these efforts

•	 	Meet with healthcare public policy professionals 
to experience first-hand how effective advocacy 
relations impacts legislative decisions

Start shaping your future and your 
community!

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

Be a part of the Reliance family   

“Knowledge is power; I want to empower consumers 
and their families with the knowledge to make the best 
possible decisions.” Felix Garcia, NM Client Advocate 

HERE WITH YOU 
EVERY STEP OF THE WAY 

Contact Felix Garcia directly at 915-740-6415 or via email 
FGarcia@reliancefactorofamerica.com 

http://www.reliancefactorofamerica.com  

Calendar of Events
February
26–28	 Washington Days

March			 
	 National Hemophilia Awareness Month 
21	 Board Meeting (location TBD)
24	 Camp Dinner in Roswell (Peppers Grill and Bar)
25	 Camp Dinner in Albuquerque (Savoy) 
27–29	 HFA Symposium in Tampa, FL		

April	
13–15	 Inhibitor Family Camp in Lake Hughes, CA
17	 World Hemophilia Day
24–26	 Bi-Regional Meeting in Tucson, AZ 

May
3	 2nd Annual Hemophilia Walk of New Mexico, Tiguex Park, Albuquerque, NM
9	 Board Meeting (location TBD)

June	
9–13	 Camp Sangre Valiente in Capitan, NM
11	 New Mexico Hemophilia Awareness Day 

July
18	 Board Meeting (location TBD)

August	
15	 Caliente Classic Golf Tournament 

September
17–19	 NHF Annual Meeting in 

Washington, DC	
21	 Board Meeting (location TBD)

October
17–19	 Patient and Family 

Educational Weekend 
in Albuquerque, NM 	

November
14	 Board Meeting (location TBD)
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Caller ID

“You’re 
braver than you 
believe, and stronger than you 
seem and smarter than you 
think.” 

—Christoper Robin to 
Pooh

By Cazandra MacDonald

Remember when caller ID 
was futuristic?  I remember 
thinking how cool it would 
be if you could see who was 
calling before you picked 
up the receiver and won-
dering if I would ever be in 
a world where you could 

make a phone call and 
see the person while 

you spoke (Skype).  
Today if a 

week goes 
by with-

out a 

I would rather drop in to 
the clinic, check him out, 
infuse if necessary, and 
send him back to class.
My husband and I are able 
to check on Caeleb as need-
ed, and this has empow-
ered the staff at his school 
to feel good about his care.  
Some families do not have 
flexible work schedules, 
and that makes it diffi-
cult when your child has is-
sues that warrant a height-
ened level of attention.
You never know when that 
phone call is going to be a 
“little” something that you 
can treat with factor and a 

Sky-
pe 
call, it 
is unprece-
dented in our 
home, and the 
occasional “Un-
known” caller on 
the ID is annoying.
Being able to see who 
is calling is normal these 
days.  If I don’t recognize 
the number, 9 times out of 
10, I will choose not to an-
swer the phone.  And some-
times, even if I do know 
who is calling, I still won’t 
answer the phone! But 
there are some numbers 
that make my heart race.  
When I see a certain “891” 
number, I know it is the el-
ementary school my 8-year-
old, Caeleb, attends. I have 
a great relationship not just 
with his teachers, but with 
the ladies in the front of-
fice and especially the clin-
ic.  They all know that if 
they are in doubt about 
whether or not to give me 
a call regarding Caeleb, I 
would prefer them to call.  

Schedules must be juggled 
and arrangements made 
for shuttling family mem-
bers from one place to the 
other and/or getting din-
ner on the table, cancelling 
meetings...the list goes on.
But the most important 
thing is to get the care your 
child needs.  Despite the 
frustration and anxiety of 
getting things handled, 
my top priority at that mo-
ment is my son—not the 
meeting I have missed, not 
the dinner that needs to be 
cooked—but getting my 
son the care that he needs.
The caller ID makes me 

hug and a kiss, or if it is a 
“big” something that will 
change your entire day (or 
week) by requiring a visit 
to the treatment center or 
the hospital for further as-
sessment and treatment.
There is nothing more frus-
trating than having to stop 
your entire day to take your 
child in to the clinic.  You 
stop your workday, be it in 
the home or in the work-
place, and you begin to as-
sess what needs to be done.  

crazy at times when that 
certain number appears 
on the screen, but at least I 
have a moment to prepare 
for whatever lies ahead.

Cazandra and her husband 
Joe live in Rio Rancho with 
their sons Julian (17) and 
Caeleb (8), both with Severe 
Hemophilia A.  You may read 
more about their adventures 
with hemophilia and inhibitors 
at 2brotherswithhemophilia.
blogspot.com.

Thank You to Our 2013 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 +

Distribution Management 
Corporation
Novo Nordisk
Hemophilia Alliance
Bayer
Baxter

$5,000 - $9,999

CSL Behring
HFA
Octapharma
Pfizer

$1,000 - $4,999

AA Auto and Air 
Conditioning
Bank of the West
Bio Rx
Biogen Idec
Caremark
Coram
Cornerstone
EAN Holdings
Express Scripts
Falcon Executive Aviation
Grifols
Hemophilia Health Services
Kedrion Biopharma

National Cornerstone
Ricci & Company
Southwest Cornerstone
Walgreens

 $100-$999

5 Guys Burgers and Fries
Arroyo del Oso Golf Course
Black Duck
Chappelle Family
Chevron Mining
Daniel Maulkin
Don Chalmers Ford
International Indoor Soccer
Jeffry Duran

Jose & Elvira Guillen
Karen Schroter
Ken Wagg
Koch Construction
Majestic Forms
MediaWorks
Northrop Grumman
NSPA
One Stop Aviation
Pepsi Bottling Company
Preventive Pest Control
Rio Grande Dermatology
Southwest Airlines
W. Lawrence Pfeiffer
Weck’s
US Bank

Carnie Abajian
Chuck Boberschmidt
Johanna Chappelle
Jean Cole
Melissa  Farias
Chris Fennicks
Donna Gallegos
Natalie Goodin 
Elvira Guillen
Jose  Guillen
Bryant Holderried
Alfonso Jaramillo

Lori Long
Cazandra MacDonald
Joe MacDonald
Charity Marquez
Mike Parish
Alison Trawinski
Ken Wagg
Patrick Wagner
Rea Watson
Bonnie Webb
Willette Francisco
Lynette Francisco

Tori Garnat
Michelle Bloodworth
Lisa Cheshire
Eric Faulring
Joe MacDonald
Tony Imperato
Cheryl Imperato
Robert Farias
Eric Marquez
Sarah Trawinski
Rosemary Ortega
Anthony Padilla

Crystal Jester
Karen Prieto
Julianne Parrish
Matt Chandler
Bonnie Webb
Miguel Sanford
Iktemal Jaber
Darian Chavez
Jose Duran
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CSL Behring LLC, 1020 First Avenue, P.O. Box 61501, King of Prussia, PA 19406-0901 USA | www.CSLBehring.com

Biotherapies for LifeTM

We know that people with bleeding disorders face unique
challenges in getting diagnoses, raising awareness, securing access
to care, and 	nding the information and support they need. That’s

why CSL Behring is proud to support Sangre de Oro Hemophilia
Foundation of New Mexico and the Hemophilia Walk of New Mexico.

GBS-CIDP Foundation Ad 8.5x11_020113.qxd:Layout 1 2/1/13  2:40 PM  Page 1
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CDC put hemophilia treatment centers (HTCs) in place.
50% or more of those suffering with severe hemophilia 
became infected with the HIV virus; many of those infected 
died due to the lack of promising treatments in this era.
Innovative purification techniques begin to be perfected.
The first official recombinant (synthetic) clotting factor to be 
approved by the U.S. Food and Drug Administration 
became available for those with hemophilia A. 
Reports were issued that made 14 detailed suggestions for 
blood safety as the NHF partnered up with governing 
agencies to prevent contamination. These included tougher 
screenings and other measures to keep us safe.
Recombinant (synthetic) clotting factor (BeneFIX) became 
available for those with hemophilia B.
The federal government acknowledged the epidemic 
through the Rick Ray Hemophilia Relief Fund Act. Those 
affected by tainted blood products received what were 
called “compassion payments” (but never an apology).
Comprehensive healthcare becomes available through 
HTCs, which are partially funded by the CDC to ensure a 
better quality of life for those with hemophilia, von Wille-
brand’s disease (vWD), and other rare bleeding disorders
The CDC becomes a partner in assisting the community to 
achieve a better life than those who made such tremen-
dous sacrifices just a few decades ago.

Kedrion Biopharma and other manufacturers announced 
new purification processes for human blood products in 
addition to the strict screening of donors that is carried out 
by manufacturers today. Donors are strenuously screened 
several times before  their blood will be considered for 
usage.
A liver transplant was performed on a dog with hemophilia. 
It was later found that the new liver “cured” this dog of 
hemophilia. Out of four liver transplants performed on 
humans with hemophilia, three were successful. Although 
there were many complications, this study alone gave 
researchers information about possible cures for hemophil-
ia.
Parents have the option of presenting health plans to their 
child’s schools and daycare centers and have the right to 
meet with administrators about their children’s health 
concerns.
Due to the efforts of advocacy, there is growing awareness 
of many hemophiliacs who lack access to the factor they 
need to live a full life. National and worldwide programs, 
like free-factor programs and scholarships, offer remedies 
to these problems.
Longer-lasting recombinant Factor IX, RIXUBIS (used for 
hemophilia B patients) was announced by Baxter as they 
continue successful trials for human usage. It is the first 
new treatment option in more than 15 years.
A brighter future!

Where We Were 

Where We Are Now

By Hanukkah “Rea” Watson

It has been nearly 8 years 
since my husband and I 
welcomed our oldest baby 
boy into the world. We 
knew absolutely noth-
ing about hemophilia nor 
had we recalled even hear-
ing the word hemophil-
ia over the course of our 
lives. It was scary enough 
as new parents wrapping 
our heads around how we 
would cope dealing with 
a life-long medical condi-
tion, but what frightened 
us more was the fact that 
the pediatric hematolo-
gist, who had rescued our 
3-day-old baby from near-
ly bleeding out from his 
circumcision, confessed 
to not knowing much 
about hemophilia oth-
er than what he had read. 
The reality is that my story 
has been the story of some 
of you and many others all 
over the world. I’ve come 
to get used to the “outsid-
ers” asking me if hemophil-
ia is like sickle cell anemia 
or leukemia because there 
are just not many of us out 
there. Therefore, it is all too 
common to get the stan-
dard “What is that?” type 
of question more often than 
not. To add insult to inju-
ry (no pun intended), I’ve 
met more than my share 
of medical professionals 
that would conclude they 
knew about hemophilia, 
but I soon discovered they 
only knew the stereotypes 
of bleeding disorders such 
as hemophilia or von Wil-
lebrand’s Disease (vWD), 
which is just as dangerous.
To the outside world, it 
seems that those of us af-
fected by bleeding disor-
ders are in a world all our 
own, but fortunately, it 
has become a world full of 
promise and progress. Ev-
ery now and again I take a 
mental trip into “What if” 
land, and I imagine what 

Bleeding Disorders in 2014: How Bright Is Our Future?

my son’s life would’ve been 
like a few decades ago. 
It was a totally different 
world back in the 1950s.
The chances of a patient 
with severe hemophilia 
surviving from a circumci-
sion was tremendously low, 
considering that a blood 
transfusion alone may not 
have resolved his bleed-
ing. Had he been born in 
the 1970s, there would have 
been a very high chance 
that my son would have re-
ceived blood products con-
taining the HIV virus, just 
like many hemophiliacs 
across America did in the 
1980s.  Sometimes, it takes 
a look to the past to appre-
ciate the sacrifices made. 
Then I can see that all the 
hospital stays and surger-
ies that my son has en-
dured in his 8 years real-
ly could have been worse. 
There have been moments 
when I was in tears be-
cause I was not able to ac-
cess his port (before it was 
removed) or when I had to 
poke him more than once. 
At those times, I have often 
looked forward to the pos-
sibility that by the time he 
or his baby brother gradu-
ates from high school, there 
will be many more medi-
cal innovations and possi-
bly even a cure. I’ve made 
this comment many times, 
and I have come to real-
ize that it is possible, even 
if we still have a while to 
go. Please see Where We Were 
and Where We Are Now (left).

Where We Are Going

Gene therapies and genotyp-
ing have become the best 
option for researching what 
makes bleeding disorders 
unique to each individu-
al. Understanding how our 
genes and bodies interact 
will be the catalyst for bet-
ter treatment options in 
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INDICATIONS AND USAGE

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

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

Routine Prophylaxis
ADVATE is indicated for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in 
adults and children (0-16 years) with Hemophilia A.
ADVATE is not indicated for the treatment of von Willebrand disease.

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

WARNINGS AND PRECAUTIONS

Anaphylaxis and Hypersensitivity Reactions
Allergic-type hypersensitivity reactions, including anaphylaxis, are possible and have been reported with 
ADVATE. Symptoms have manifested as dizziness, paresthesias, rash, flushing, face swelling, urticaria, 
dyspnea, and pruritus. [See Patient Counseling Information (17) in full prescribing information]
ADVATE contains trace amounts of mouse immunoglobulin G (MuIgG): maximum of 0.1 ng/IU ADVATE 
and hamster proteins: maximum of 1.5 ng/IU ADVATE. Patients treated with this product may develop 
hypersensitivity to these non-human mammalian proteins.
Discontinue ADVATE if hypersensitivity symptoms occur and administer appropriate emergency treatment.

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

Monitoring Laboratory Tests
The clinical response to ADVATE may vary. If bleeding is not controlled with the recommended dose, 
determine the plasma level of Factor VIII and administer a sufficient dose of ADVATE to achieve a 
satisfactory clinical response. If the patient’s plasma Factor VIII level fails to increase as expected or 
if bleeding is not controlled after the expected dose, suspect the presence of an inhibitor (neutralizing 
antibodies) and perform appropriate tests as follows:
•	 Monitor	plasma	Factor	VIII	activity	levels	by	the	one-stage	clotting	assay	to	confirm	the	adequate	

Factor VIII levels have been achieved and maintained when clinically indicated. [See Dosage and 
Administration (2) in full prescribing information]

•	 Perform	the	Bethesda	assay	to	determine	if	Factor	VIII	inhibitor	is	present.	If	expected	Factor	VIII	
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.

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

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

ADVERSE REACTIONS
The serious adverse drug reactions (ADRs) seen with ADVATE are hypersensitivity reactions and the 
development of high-titer inhibitors necessitating alternative treatments to Factor VIII.
The most common ADRs observed in clinical trials (frequency ≥ 10% of subjects) were pyrexia, headache, 
cough, nasopharyngitis, vomiting, arthralgia, and limb injury.

Clinical Trial Experience
Because	clinical	trials	are	conducted	under	widely	varying	conditions,	adverse	reaction	rates	observed	in	
the clinical trials of a drug cannot be directly compared to rates in clinical trials of another drug and may not 
reflect the rates observed in clinical practice.
ADVATE has been evaluated in five completed studies in previously treated patients (PTPs) and one 
ongoing study in previously untreated patients (PUPs) with severe to moderately severe Hemophilia A 
(Factor VIII ≤ 2% of normal). A total of 234 subjects have been treated with ADVATE as of March 2006. 
Total exposure to ADVATE was 44,926 infusions. The median duration of participation per subject was 
370.5 (range: 1 to 1,256) days and the median number of exposure days to ADVATE per subject was 
128.0 (range: 1 to 598).1

The summary of adverse reactions (ADRs) with a frequency ≥ 5% (defined as adverse events occurring 
within 24 hours of infusion or any event causally related occurring within study period) is shown in Table 1. 
No subject was withdrawn from a study due to an ADR. There were no deaths in any of the clinical studies.

IMMUNOGENICITY

The development of Factor VIII inhibitors with the use of ADVATE was evaluated in clinical studies with 
pediatric PTPs (< 6 years of age with > 50 Factor VIII exposures) and PTPs (≥ 10 years of age with > 150 
Factor VIII exposures). Of 198 subjects who were treated for at least 10 exposure days or on study for a 
minimum	of	120	days,	1	adult	developed	a	low-titer	inhibitor	(2.0	[BU]	in	the	Bethesda	assay)	after	26	
exposure days. Eight weeks later, the inhibitor was no longer detectable, and in vivo recovery was normal 
at 1 and 3 hours after infusion of another marketed recombinant Factor VIII concentrate. This single event 
results in a Factor VIII inhibitor frequency in PTPs of 0.51% (95% CI of 0.03 and 2.91% for the risk of any 
Factor VIII inhibitor development).1,2 No Factor VIII inhibitors were detected in the 53 treated pediatric PTPs. 

In clinical studies that enrolled previously untreated subjects (defined as having had up to 3 exposures to 
a Factor VIII product at the time of enrollment), 5 (20%) of 25 subjects who received ADVATE developed 
inhibitors to Factor VIII.1	Four	patients	developed	high	titer	(>	5	BU)	and	one	patient	developed	low-titer	
inhibitors. Inhibitors were detected at a median of 11 exposure days (range 7 to 13 exposure days) to 
investigational product.
Immunogenicity also was evaluated by measuring the development of antibodies to heterologous proteins. 
182 treated subjects were assessed for anti-Chinese hamster ovary (CHO) cell protein antibodies. Of 
these patients, 3 showed an upward trend in antibody titer over time and 4 showed repeated but transient 
elevations of antibodies. 182 treated subjects were assessed for muIgG protein antibodies. Of these, 10 
showed an upward trend in anti-muIgG antibody titer over time and 2 showed repeated but transient 
elevations of antibodies. Four subjects who demonstrated antibody elevations reported isolated events of 
urticaria, pruritus, rash, and slightly elevated eosinophil counts. All of these subjects had numerous repeat 
exposures to the study product without recurrence of the events and a causal relationship between the 
antibody findings and these clinical events has not been established.
Of the 181 subjects who were treated and assessed for the presence of anti-human von Willebrand Factor 
(VWF) antibodies, none displayed laboratory evidence indicative of a positive serologic response.

Post-Marketing Experience
The	following	adverse	reactions	have	been	identified	during	post-approval	use	of	ADVATE.	Because	these	
reactions are reported voluntarily from a population of uncertain size, it is not always possible to reliably 
estimate their frequency or establish a causal relationship to drug exposure.
Among patients treated with ADVATE, cases of serious allergic/hypersensitivity reactions including 
anaphylaxis have been reported and Factor VIII inhibitor formation (observed predominantly in PUPs). Table 2 
represents the most frequently reported post-marketing adverse reactions as MedDRA Preferred Terms.

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

Table 1 
Summary of Adverse Reactions (ADRs)a with a Frequency ≥ 5% in 234 Treated Subjectsb

MedDRAc System  
Organ Class

MedDRA  
Preferred Term

Number  
of ADRs

Number  
of Subjects

Percent  
of 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 
complications Limb injury 55 24 10

Infections and infestations Upper respiratory tract 
infection 24 20 9

Respiratory, thoracic and  
mediastinal disorders Pharyngolaryngeal pain 23 20 9

Respiratory, thoracic and  
mediastinal disorders Nasal congestion 24 19 8

Gastrointestinal disorders Diarrhea 24 18 8
Gastrointestinal disorders Nausea 21 17 8

General disorders and  
administration site conditions Pain 19 17 8

Skin and subcutaneous tissue disorders Rash 16 13 6
Infections and infestations Ear infection 16 12 5

Injury, poisoning and procedural 
complications Procedural pain 16 12 5

Respiratory, thoracic and  
mediastinal disorders Rhinorrhea 15 12 5

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

b   The ADVATE clinical program included 234 treated subjects from 5 completed studies in PTPs and 1 ongoing study in PUPs as of 27 March 2006.
c   MedDRA version 8.1 was used.

Table 2 
Post-Marketing Experience

Organ System [MedDRA Primary SOC] Preferred Term

Immune system disorders
Anaphylactic reactiona

Hypersensitivitya

Blood	and	lymphatic	system	disorders Factor VIII inhibition

General disorders and administration site conditions

Injection site reaction
Chills

Fatigue/Malaise
Chest discomfort/pain

Less-than-expected	therapeutic	effect
a These reactions have been manifested by dizziness, paresthesias, rash, flushing, face swelling, urticaria, and/or pruritus.

References: 1. Shapiro A, Gruppo R, Pabinger I et al. Integrated analysis of safety and efficacy of a plasma- and 
albumin-free recombinant factor VIII (rAHF-PFM) from six clinical studies in patients with hemophilia A. Expert Opin 
Biol	Ther	2009	9:273-283.	2. Tarantino MD, Collins PW, Hay PW et al. Clinical evaluation of an advanced category 
antihaemophilic factor prepared using a plasma/albumin-free method: pharmacokinetics, efficacy, and safety in 
previously treated patients with haemophilia A. Haemophilia 2004 10:428-437.

To enroll in the confidential, industry-wide Patient Notification System, call 1-888-873-2838.
Baxter,	Advate,	Baxject	and	Recombinate	are	trademarks	of	Baxter	International	Inc.	Baxter,	Advate	and	Baxject	are	
registered in the U.S. Patent and Trademark Office.
Patented under U.S. Patent Numbers: 5,733,873; 5,854,021; 5,919,766; 5,955,448; 6,313,102; 6,586,573; 6,649,386; 
7,087,723; and 7,247,707. Made according to the method of U.S. Patent Numbers: 5,470,954; 6,100,061; 6,475,725; 
6,555,391; 6,936,441; 7,094,574; 7,253,262; and 7,381,796.
Baxter Healthcare Corporation, Westlake Village, CA 91362 USA

U.S.	License	No.	140     Printed in USA     Issued July 2012

the years to come. Contam-
inants like HIV/AIDS and 
HCV are not an epidemic.
The medical news I’ve 
shared is really just a drop 
in the bucket. There are 
several clinical trials and 
research developments un-
derway that will give us 
and the generations to come 
a better life. Not only are 
medical professionals look-
ing at new products, they 
are also researching the 
complications that come 
along with bleeding disor-
ders like joint issues, pre-
mature arthritis, and cen-
tral lines, to name a few. All 
aspects of our lives are be-
ing observed. Medical pro-
fessionals, physical thera-
pists, and local chapters are 
now providing the educa-
tion and emotional support 
needed to live a productive 
and fairly independent life. 
The next time you or your 
loved one is dealing with 
the ups and downs of a 
bleeding disorder and feel 
a bit frustrated and dis-
couraged, I hope you both 
will find comfort in know-
ing that we are not where 
we used to be and are defi-
nitely heading in the right 
direction—filled with 
promise and great pur-
pose. Maybe someday, we 
will beat hemophilia and 
vWD—but we definite-
ly have come a long way! 

http://www.centerwatch.com/
clinical-trials/listings/con-
dition/379/hemophilia
http://clinicaltrials.gov/
ct2/results?term=hemop
hilia&Search=Search
http://www.ncbi.nlm.nih.gov/
pmc/articles/PMC2965591/
http://www.hematology.org/
publications/50-years-in-
hematology/4737.aspx

Could You Lower the Cost of Your 
Internet or Phone Service?
by Miguel Sanford and 
Chris Fennicks

We heard that there have 
been a lot of Consumer As-
sistance Program (CAP) re-
quests for phone and In-
ternet service, so we have 
done a little digging and 
discovered the Internet Es-
sentials program (www.
internetessentials.com) 
offered by Comcast:
With Comcast Internet Es-
sentials, low-income fam-
ilies can get cable inter-
net for $10 per month.
To qualify, you must 
meet ALL of the follow-
ing requirements:

µµ Comcast offers inter-
net service in your area.

µµ You have not sub-
scribed to Comcast In-
ternet service with-
in the last 90 days.

µµ You do not have an 
overdue Comcast bill or 
unreturned equipment.

µµ You have at least one 
child who is eligi-
ble for the National 
School Lunch Program 
(even if they are  home-
schooled, or in private 
or parochial school).

Customers will be accept-
ed into Internet Essen-
tials for 3 full school years. 
Any household that qual-
ifies during the next 3 
school years remains eli-
gible as long as there is a 
child eligible for a free/re-
duced school lunch still 
living in the household.
There is a nice .pdf pub-
lished by ConnectUp at 
www.solidground.org/
Programs/ConnectUp/
Documents/InternetPro-
gramsBrochure.pdf, and 
it compares what ser-
vices are available for 
low-income families.
It looks like Century-
Link is the way to go 
for SS/Medicaid recipi-
ents, while Comcast is 
more focused on children 
in low-income families.
CenturyLink has a federal 
assistance program called 
LifeLine. Information about 
LifeLine can be found at 
www.centurylink.com/
Pages/Support/LifeLine/.
Lifeline is available to qual-
ifying customers in every 
U.S. state. Qualifications 

do vary by 
state. States 
with their 
own pro-
grams have 
their own 
criteria. In 
states that 
rely solely 
on the feder-
al program, 
the sub-
scriber must 
participate 
in one of the 
following 
programs:

µµ Federal Public 
Housing Assistance

µµ Food Stamps
µµ Low-Income Home En-

ergy Assistance Pro-
gram (LIHEAP)

µµ Income below 135% 
of the Federal Pov-
erty Guidelines

µµ Medicaid
µµ National School Lunch’s 

Free Lunch Program
µµ Supplemental Secu-

rity Income (SSI)
µµ Temporary Assis-

tance to Needy Fam-
ilies (TANF)

Residents of American In-
dian and Alaskan Native 
tribal lands may qualify 
for up to an additional $25 
of enhanced Lifeline sup-
port monthly. They may 
also qualify for the Link-Up 
program, which helps con-
sumers pay the initial in-
stallation costs of getting 
telephone service. Link-
Up provides a credit of up 
to $100 of the initial in-
stallation charges for trib-
al customers. An individ-
ual living on tribal lands 
may qualify for Lifeline and 
Link-Up discounts if he or 
she participates in one of 
the programs listed above, 
the Bureau of Indian Af-
fairs General Assistance, 
Tribally Administered 
Temporary Assistance to 
Needy Families; Food Dis-
tribution Program on In-
dian Reservations; or Head 
Start (only for those house-
holds meeting its income 
qualifying standard).
We hope this helps.
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UNLOCKING SELF-POTENTIAL

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

PROPHYLAXIS WITH ADVATE REDUCED BLEEDS IN A CLINICAL STUDY1,a

ADVATE is the only recombinant factor VIII (eight) that is FDA approved 
for prophylaxis in both adults & children (0-16 years)1

Detailed Important Risk Information 
for ADVATE
You should not use ADVATE if you are allergic to mice or hamsters or 
any ingredients in ADVATE.

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

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, dif� culty 
breathing, lightheadedness, dizziness, nausea, or fainting.

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

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

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

www.advate.com | 888.4.ADVATE

42%
of patients

Experienced

0
bleeds

during 1 year on
prophylaxis

98%
reduction
in bleeds

bleed

bleeds 44
1

Reduction 
in bleeds 

when switched to prophylaxis

REDUCED TO

Signi� cant reduction in median annual bleed rate (ABR) with prophylaxis 
treatment compared with on-demand treatment1,a

•  0 bleeds experienced by 42% of 
patients during 1 year on prophylaxis1,a

•  98% reduction in median annual bleed 
rate (ABR) from 44 to 1 when switched 
from on-demand to prophylaxis1,a

•  97% reduction in joint bleeds 
from 38.7 to 1 after switching 
from on-demand to prophylaxis1,a

•  No subject developed factor VIII 
inhibitors or withdrew due to an 
adverse event (AE)2,a 

Indication for ADVATE
ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free 
Method] is a medicine used to replace clotting factor VIII 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.

Please see Brief Summary of ADVATE Prescribing Information 
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.

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

Baxter and Advate are registered trademarks of Baxter International Inc. 
©Copyright (January 2013), Baxter Healthcare Corporation. All rights reserved. HYL8361

Ask your healthcare provider 
if prophylaxis with ADVATE 
is right for you.
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Brief Summary

See package insert for full Prescribing Information, including patient labeling. For  
further product information and current patient labeling, please visit XYNTHA.com  
or call Wyeth Pharmaceuticals toll-free at 1-800-934-5556.

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

What is XYNTHA?

XYNTHA is an injectable medicine that is used to help control and prevent bleeding  
in people with hemophilia A. Hemophilia A is also called classic hemophilia.

XYNTHA is not used to treat von Willebrand’s disease.

What should I tell my healthcare provider before using XYNTHA?

Tell your healthcare provider about all your medical conditions, including if you:

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

•	 	are	breastfeeding.	It	is	not	known	if	XYNTHA	passes	into	your	milk	and	if	 
it can harm your baby.

Tell your healthcare provider 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.

XYNTHA contains trace amounts of hamster proteins. You should not use  
XYNTHA if you are allergic to hamster protein.

How should I infuse XYNTHA?

Step-by-step instructions for infusing with XYNTHA are provided at the  
end of the complete Patient Information leaflet. The steps listed below are general 
guidelines for using XYNTHA. Always follow any specific instructions from your healthcare 
provider. If you are unsure of the procedures, please call your healthcare provider  
before using.

Call your healthcare provider right away if bleeding is not controlled after using 
XYNTHA. Your body can also make antibodies against XYNTHA (called “inhibitors”) that 
may stop XYNTHA from working properly. Your healthcare provider may need to take blood 
tests from time to time to monitor for inhibitors.

Call your healthcare provider right away if you take more than the dose you  
should take.

Talk to your healthcare provider before traveling. Plan to bring enough XYNTHA  
for your treatment during this time.

What are the possible or reasonably likely side effects of XYNTHA?

Common side effects of XYNTHA are

•	headache	 
•	fever	 
•	nausea	 
•	vomiting	 
•	diarrhea	 
•	weakness

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  
• hives

Talk to your healthcare provider about any side effect that bothers you or that  
does not go away. You may report side effects to FDA at 1-800-FDA-1088.

How should I store XYNTHA?

Do not freeze.

Protect from light.

XYNTHA Vials

Store XYNTHA in the refrigerator at 36° to 46°F (2° to 8°C). Store the diluent syringe at 
36° to 77°F (2° to 25°C).

XYNTHA can last at room temperature (below 77°F) for up to 3 months. If you store 
XYNTHA at room temperature, carefully write down the date you put XYNTHA at room 
temperature, so you will know when to either put it back in the refrigerator, use it 
immediately, or throw it away. There is a space on the carton for you to write the date.

If stored at room temperature, XYNTHA can be returned one time to the refrigerator until 
the expiration date. Do not store at room temperature and return it to the refrigerator 
more than once. Throw away any unused XYNTHA after the expiration date.

Infuse XYNTHA within 3 hours of reconstitution. You can keep the reconstituted solution  
at room temperature before infusion, but if you have not used it in 3 hours, throw it away.

Do not use reconstituted XYNTHA if it is not clear to slightly opalescent and colorless.

Dispose of all materials, whether reconstituted or not, in an appropriate medical  
waste container.

XYNTHA SOLOFUSE

Store in the refrigerator at 36° to 46°F (2° to 8°C).

XYNTHA SOLOFUSE can last at room temperature (below 77°F) for up to 3 months.  
If you store XYNTHA SOLOFUSE at room temperature, carefully write down the date  
you put XYNTHA SOLOFUSE at room temperature, so you will know when to throw it 
away. There is a space on the carton for you to write the date.

Throw away any unused XYNTHA SOLOFUSE after the expiration date.

Infuse within 3 hours after reconstitution or after removal of the grey rubber tip cap  
from the prefilled dual-chamber syringe. You can keep the reconstituted solution at room 
temperature before infusion, but if it is not used in 3 hours, throw it away.

Do not use reconstituted XYNTHA if it is not clear to slightly opalescent and colorless.

Dispose of all materials, whether reconstituted or not, in an appropriate medical  
waste container.

What else should I know about XYNTHA?

Medicines are sometimes prescribed for purposes other than those listed here.  
Talk to your healthcare provider if you have any concerns. You can ask your healthcare 
provider for information about XYNTHA that was written for healthcare professionals. 

Do not share XYNTHA with other people, even if they have the same symptoms that  
you have.

This brief summary is based on the Xyntha® [Antihemophilic Factor (Recombinant),  
Plasma/Albumin-Free] Prescribing Information LAB-0516-3.0, revised 06/12, and  
LAB-0500-7.0, revised 06/12.

Manufactured by Wyeth Pharmaceuticals Inc. Marketed by Pfizer Inc.

RUS477227-01 © 2012 Pfizer Inc. All rights reserved. Printed in USA/June 2012

RUS481505-01.indd   2 7/19/12   12:18 PM
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Prefi lled for 
fast and easy 
ALL-IN-ONE 
reconstitution.
Available in:

250 IU 500 IU 1000 IU 2000 IU 3000 IU

What Is XYNTHA?

Xyntha® Antihemophilic Factor (Recombinant), 
Plasma/Albumin-Free is indicated for the control 
and prevention of bleeding episodes in patients with 
hemophilia A (congenital factor VIII defi ciency or 
classic hemophilia) and for surgical prophylaxis in 
patients with hemophilia A.

XYNTHA does not contain von Willebrand factor and, 
therefore, is not indicated in 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, trouble breathing, 
chest tightness, turning blue (look at lips and gums), 
fast heartbeat, swelling of the face, faintness, rash, 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.

•  The most common adverse reaction in the safety 
and e�  cacy study is headache (24% of subjects) 
and in the surgery study is fever (43% of subjects). 
Other common side e� ects of XYNTHA include 
nausea, vomiting, diarrhea, or weakness.

•  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.

You are encouraged to report negative side e� ects 
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 XYNTHA Trial Prescription 
Program, you may fi nd help accessing Pfi zer medicines by 
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NHF’s 65th Annual Meeting
By Candice Dunlop

NHF’s annual meeting 
took place last year in Ana-
heim, CA, October 3–5. It 
was a great meeting, both 
for the information present-
ed to attendees and also for 
just being a really fun time! 
It is so healing for fami-
lies in the bleeding disor-
ders community to get to-
gether, communicat, laugh, 
and (in the process) learn.
The opening session start-
ed with an overview of 
the history of NHF, the vi-
sion of Betty Jane and Rob-
ert Henry, NHF’s found-
ers. Jorge de la Riva, NHF 
Board Chair, spoke of how 
NHF has helped families of 
children with bleeding dis-
orders since 1948 and has 
continued right up until to-
day,  inspiring individuals 
and industry to fight for a 
better future for the bleed-
ing disorders community.
Val Bias, NHF CEO, re-
lated how, due to an inju-
ry, he was infusing high-
er levels of factor product. 
This diminished his pain 
and raised his energy level. 
Yet, normally, he is restrict-
ed by his treatment plan 
and insurance coverage to 
only a certain amount of 
factor—an amount that 
keeps him alive but does 
not allow him to feel his 
very best. Bias included 
that perhaps those of us 
with bleeding disorders 
should play a larger role in 
the decision-making pro-
cess. He challenged the au-
dience to adopt a slogan 
made popular in Central 
European politics: “Noth-
ing about us, without us.”  
We, as a community, need 
to communicate our needs 
and expectations, as relat-
ed to our own well-being.
Bias’s next point was that 
it is our responsibility to 
contribute to the data cur-

rently being collected about 
those with bleeding dis-
orders, thereby showing 
how adding value to our 
lives reduces cost in the 
long run. One option for 
participating is NHF’s na-
tional genotyping initia-
tive, called “My Life, Our 
Future.”  In 2013, the pro-
gram was started in 11 pi-
lot sites across the country, 
with more than 200 peo-
ple taking part. Soon it will 
be available nationwide for 
all who want to partici-
pate, giving researchers the 
tools they need to make ad-
vancements for our care.
Alex Borstein is NHF’s 
new spokesperson for ge-
notyping. Alex is an actress 
and comedienne. She is the 
voice behind Lois Griffin 
on FOX’s “Family Guy.”  She 
and her daughter are car-
riers of hemophilia. Alex 
closed the opening session 
of NHF’s Annual Meeting 
with a performance, and 
we all had a good laugh!
Some of the ladies were 
treated to more time with 

Alex Borstein later that 
same evening at the Girls’ 
Night, presented by the 
Victory for Women ini-
tiative. Along with many 
other women who have 
bleeding disorders, the 
president of Sangre de Oro, 
Lori, and I had a blast. We 
ate, danced, laughed, and 
shared our stories. That 
night was definitely a high-
light for us. After the recep-
tion, we continued on to 
the opening night of the ex-
hibits. As usual, industry 
outdid themselves. There 
was so much information 
being given and activities 
in which to take part, it 
was definitely overwhelm-
ing. I can’t imagine how 
much fun the children must 
have in the exhibit hall.
During the next 2 days, 
there were sessions ad-
dressing many topics relat-
ed to different bleeding dis-
orders. Different aspects 
of von Willebrand’s Dis-
ease were covered, as well 
as several different ses-
sions on communication. 

Updates on treatments for 
HIV and hepatitis C were 
presented. Other topics in-
cluded aging with hemo-
philia, gene therapy clinical 
research trials, healthcare 
reform, and World Federa-
tion of Hemophilia updates.
On the last night of the 
meeting, everyone was 
treated to a night at the 
Magic Kingdom. After din-
ner at the hotel, we were 
transported to Disneyland 
in buses. It was a beautiful, 
warm evening. The shows 
on the water and at the cas-
tle were, of course, magical!
If you have never attend-
ed an annual NHF meet-
ing, you are eligible to ap-
ply for a scholarship to 
pay for your family’s ex-
penses to attend the meet-
ing. If you are interest-
ed, go to NHF’s web site 
this spring and print out 
the paperwork necessary 
to apply for a scholarship. 
The meeting this fall will 
be held in Washington, 
DC on September 18–20.
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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. “ Hemophilia doesn’t stop 

me from having fun.”
—Charlie,* 7 years old, loves windy days

Walgreens Infusion Services— 
bleeding disorder support to  
help you stay healthy and active

•  A personal team of bleeding disorder experts

•  Help, day or night 

•  Complete educational support 

•  Broad insurance coverage

To learn more,  
call 866-436-4376.
En español,  
llame al 800-456-1923.

Taking beautiful care of you.

* Hypothetical patient profile.
   Walgreens Infusion Services locations are ACHC 
accredited. HHA #20881096, HHA #20885096, 
HHA #299991678, HHA #299992580 
©2013 Walgreen Co. All rights reserved.  
13WIS0117.25-NC
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Presbyterian Pediatric 
Hematology/Oncology Clinic

by Shawna Montano

Presbyterian Pediatric Hematology/Oncology clinic is now accept-

ing patients with bleeding disorders. We have two physicians, a fam-

ily nurse practitioner, and a team of clinical and ancillary staff to 

care for patients of all ages. Our board-certified physicians, Dr. Jef-

frey Hanrahan and Dr. Samuel Esparza, are welcoming new patients of 

all ages. We recently opened a new Pediatric Infusion Center attached 

to Presbyterian Hospital. Our office phone number is 505-563-6530.

PSI, Inc.
Patient Services Incorporated (PSI), 
a 501(c)3 non-profit, charitable orga-
nization, is the ground-breaking pre-
mium and co-payment assistance 
foundation for the chronically ill.

If you would like more information about 
the financial help available from PSI, 
please call 1-800-366-7741 or visit them on 
the Web at www.patientservicesinc.org. 

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. 
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The ALPHANATE  
Savings Card Program

855-831-2090 
ALPHANATE Savings Card Program 

Help Desk

Call

www.alphanatecard.com
ALPHANATE Savings Card Program  

Website

Visit

To apply for a card:

OR

www.grifolsusa.com

INTRODUCING

A803-0214

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
µµ Be a person with hemophilia
µµ Be a New Mexico resident
µµ Be a U.S. citizen or an eligible non-citizen

Other Requirements
µµ Provide a valid social security number
µµ Provide proof of application for student aid (FASFA)
µµ Demonstrate financial need, as evi-

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

tional sources of financial aid assistance
µµ Provide a copy of a high school diploma or GED
µµ Provide evidence of enrollment or acceptance for en-

rollment as a regular student working toward a de-
gree or certificate in an eligible program 

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

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

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

µµ Must meet deadline for semester of request

Scholarship Renewal Requirements
µµ 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 1st

Spring semester deadline: December 1st

Rest in Peace, Angela
by Johanna Chappelle

On February 10, 2014, An-
gela Mathew, daughter 
of our beloved former pe-
diatric hematologist, Dr. 
Mathew, was killed in a 
traffic accident. She was 
attending Harvard and 
majoring in Neurobiology. 

Angela and her brother, 
Raji, were at several SDO 
events over the years, so 
many of you may have met 
her or known her. She 
graduated from the Albu-
querque Academy in 2012.  
She was a brilliant and 
beautiful young lady, and 
quite a track runner. Her 
friends remember her as 
an energetic debater with 

a magnetic personality. 

She was in a van return-
ing from a mock tri-
al event when the ac-
cident happened.

Our hearts go out 
to Prasad, Susan, 
and Raji Mathew.

by Brie Johnson, RN

Brie Johnson, RN
I’ve been at the HTC for 
just about a year now, and I 
absolutely love it! The first 
years of my nursing career 
were spent in the New-
born ICU and from there 
I spent a short time in 
the Emergency Room be-
fore coming here. This op-
portunity was unexpect-
ed, but I’m glad I took it.
I was not quite sure I was 
ready to leave bedside nurs-
ing when I did, but this has 
been the best opportuni-
ty in my career so far. I’ve 
met so many amazing peo-
ple. Working for the HTC 
gives me the opportunity 
to do what I love. It allows 
me to develop long-lasting 

relationships with our pa-
tients and provide the kind 
of care that they deserve. 
I enjoy getting to know 
each and every one of you 
in the clinic as well as out-
side of the hospital setting. 
I’ve made great memories 
in my short time here and 
look forward to many more!

Claudia MacKaron, 
RN
My name is Claudia 
MacKaron, and I have been 
a nurse for more than 19 
years. I graduated from the 
UNM nursing program 
and started with my first 
job on the Peds acute care 
unit at UNMH. I moved to 
the hematology/oncology 
outpatient division 13 
years ago, primarily 

working with the 
oncology program. 
Then 3 years ago I 
had the opportunity 
to work with the 
bleeding disorders 
population, and it hit; 
I fell in love with the 
bleeding disorders. At 
this point of my life I 
am settled and have no 
intention of changing 
my focus anytime soon.
In my spare time I love 
to spend time with 
my husband, three 
grown children and 
six grandchildren.
I have two dogs and 

two horses that I have en-
joyed taking care of.
When I first started work-
ing with the HTC, I had 
no idea in what I was get-
ting myself into. Since then 
I have learned so much of 
the disease process and 
how it affects our patients 
and their families in every 
aspect of their lives. I have 
grown to love this com-
munity. The complexities 
of each patient’s needs and 
how I can help facilitate an 
answer has been a fulfilling 
experience for me. I have 
grown to respect and ad-
mire what each person af-
fected by this disease has 
gone through to strive for a 
normal and productive life.
One love I have is camp. I 
see children that live with 
their struggles daily. Yet 
they come to play and grow 
with confidence to go for-
ward looking to the future 
for a better life then what 
they have experienced. 
It is a thrill for me to see 
this unfold with the sup-
port of their peers. I hope 
to continue to be a sup-
port to this special com-
munity. Thank you for al-
lowing me to be part of it.

Shynia Litzau, RN
I have worked for the HTC 
for a little over a month. 
Prior to joining the HTC 
I worked as a staff nurse 
in the clinic that provides 
care for many of the HTC 

Brie-------------- 272-4088
Claudia---------- 272-3264
Shynia----------- 272-0705
Adult on call after hours:
272-4946
Pediatric on call after hours:
272-4461
Mail:
MSC10 5590
1 University of New Mexico
Albuquerque, NM 87131

Ted R. Montoya Hemophilia Treatment Center

HTC Contact Information

patients. I have really en-
joyed my time with the 
HTC. I love the fact that 
I am part of a team that 
is able to provide our pa-
tients with a well-round-
ed care experience.

Yolanda Vinajeras, 
MSW
Yolanda Vinajeras is the se-
nior social worker on the 
UNM interdisciplinary 
team of pediatric hematolo-
gy/oncology providers. Her 
expertise spans a variety of 
fields including inner city 
work Chicago and Kan-
sas City. More recently, her 
primary interest has been 
in the area of hemophilia. 
She earned her MSW from 
Highland University and 
has served on a number lo-
cal and national boards, 
including the Nation-
al Association of Pediatric 
Oncology Social Workers. 
She also brings many years 
of camping expertise as a 
co-director for New Mex-
ico’s Camp Enchantment 
and Camp Super Stars serv-
ing childhood cancer pa-
tients and their siblings.
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Attending the 65th  NHF Annual Meeting, October 3–5, 2013

By Jose Guillen

I have been fortunate to at-
tend three NHF Annu-
al Meetings. Twice with 
my family in a consumer 
role (Dallas, TX and Den-
ver, CO) and this one in 
Anaheim, CA as an SDO 
Chapter representative. 
I was privileged to attend 
a special NHF Recogni-
tion Dinner for NHF Chap-
ter Philanthropists hosted 
by Val Bias, CEO of NHF. 
It was held on the evening 
of 2 October. NHF select-
ed three Philanthropists of 
the Year from chapter nom-
inations. These individuals 
have significantly helped 
the bleeding disorders com-
munity in their area. This 
year, NHF recognized just 
three: two from 
Northern Cali-
fornia, and one 
from New Mex-
ico. The awardee 
from New Mex-
ico was Steve 
Griego from 
DMC, who has 
been the pri-
mary spon-
sor and fun-
draiser for 
the SDO An-
nual Cali-
ente Classic 
Golf Tourna-
ment. Steve 
has been do-
ing this for 
the past 10 years (a lot lon-
ger than the 2 or 3 years he 
expected). In his words, “I 
told Loretta [Cordova], 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, his neph-
ew Patrick Cordova, our 
SDO Past President, Johan-
na Chappelle, and myself.     
The actual meeting pro-
gram was jam-packed 
with 3 full days of meet-

ings. It started with CEO 
Val Bias presenting NHF 
Chapter Update from 
the NHF Staff. I attend-
ed the Chapter Staff track, 
which covered the follow-
ing topics for each day: 

Day 1

Chapter Staff 
Organization (CSO)

I was surprised to find 
out the CSO was initially 
set up to provide a unified 
voice on behalf of the grass-
roots organizations (chap-
ters) to advocate for better 
support from the nation-
al organization (NHF). It 
also provides skills train-

ing to chap-
ters outside of 
the NHF: train-
ing for chapter 
board member 
development, 
like who should 
be on the board 

and who shouldn’t, 
training in writing grants, 
scholarship applications; 
a web site as a template to 
be used by all chapters.   

Chapter Design on a 
Budget 

This was about defining 
the chapter’s mission state-
ment and how to commu-
nicate it to multiple audi-
ences to raise funds. The 
discussion started out by 
focusing on simplicity, hav-

ing a clear focus and an ex-
act, intriguing, and au-
thentic vision to share 
with multiple audiences by 
knowing who you are, de-
fining the problem, and 
planning how to accom-
plish your vision. Tools (be-
ginner and advanced) were 
even suggested that are 
free and/or low-cost to set 
up your chapter web site.

Social Media

This was about how to ac-
tivate your supporters, why 
we (as a chapter) should 
be using social media to 
reach our stockholders and 
community members, es-
tablish relationships, en-
gage in conversation, and 
provide insight into our 
community’s needs.

On-Line Fundraising  

This discussion ad-
dressed the issue of get-
ting more for less—the se-
cret of on-line fundraising. 
This started off as basical-
ly setting a goal for fund-
raising for the next year 
and then setting up a web 
site that tells a story. 

µµ Mission, goal, ob-
jective, and work

µµ Use of the do-
nated money. 

Provide timely, relevant 
and specific e-mails to do-
nors that are more person-
al. Web site locations to ex-
amine were suggested like 
Google for Non-Profits. 
The last three sessions 
here are all interrelat-
ed. SDO does have a web 
site, but it is not used as 
these sessions suggest to 
reach our fundraising po-
tential. Maybe someone in 
the SDO community can 
help in this endeavor? 

Day 2 

Healthcare Reform

This was about the 10 es-
sential health benefits re-
quired under the Affordable 
Care Act (ACA): no pre-ex-
isting conditions, no life-
time caps, coverage to age 
26 under parents policy, etc. 

Lessons Learned from 
Dave (Getting along 
within your chapter)

I was surprised to learn 
about the problems occur-

ring in the larger chapters 
and happy that we don’t 
have those problems. I at-
tribute it to the fact that 
we are a small communi-
ty and have a small board. 
That in itself is a problem 
because of the lack of man-
power necessary to provide 
to the community. I see the 
need for our community at 
large to become more en-
gaged and contribute to our 
small and growing family. 

Board Development

This was about train-
ing the board members on 
what is expected of them, 
their roles and responsi-
bilities, how to run board 
meetings, and how to par-
ticipate in board meet-
ings to keep them effi-
cient and on-time.	  

Managing Multiple 
Projects

This basically discussed 
how chapter boards 
take on multiple proj-
ects and the need for set-
ting priorities and dead-
lines all in accordance 
with the chapter goals. 

Day 3

Healthcare Reform, the 
Final Countdown

This was an update on 
what is to happen this Fall 
and into 2014 with the roll-
out of the ACA. They basi-
cally reiterated that open 
enrollment begins on 1 
October 2013 and goes 
through 31 March 2014. The 
Kaiser Family Foundation 
site (www.kff.org) is a good 
resource on the ACA. A 
more detailed explanation 
on what the ACA entails is 
provided in this newsletter. 

Acceptance and 
Diversity in Chapter 
Programming 

The title pretty much de-
scribes the substance of the 
discussion. We need to be 	
more accepting of our di-
verse community members. 

Awards Luncheon

This working luncheon was 
actually a 3-hour meeting 
(with lunch) where recog-
nition was given to health-
care providers, chapter staff 
volunteers, and best prac-
tices within the bleed-
ing disorders community. 

NHF Final Night 
Event at Disneyland 
Park

I did not attend, prefer-
ring dinner with my daugh-
ter and her husband.
In attending these Chap-
ter meetings, I was pleas-
antly surprised to find 
out about all the resourc-
es available from NHF to 

train and help our SDO 
chapter organization be-
come more efficient and 
better at fundraising. 
SDO is not only a he-
mophilia support orga-
nization; it is a bleed-
ing disorders support 
organization. So I chal-
lenge the community 
to get involved and see 
what you can contribute to 
help our community with 
your skills and talents.

Continued on Page 16.
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1980 2014

First  
Organized

Incorporated Received 
Non-Profit 

501(c)3 status

Hired first 
Executive 
Director

Became 
NHF 

Chapter

Became HFA 
Member 

Organization

Looking at a 
Bright 

Future!

1989 1990 2001 2002 ~2004
Volunteer Operated

Executive Board 
Members
Lori Long, President
Jose Guillen, Vice 
President
Jose Duran, Secretary

Eric Marquez, Treasurer

Board Members

Johanna Chappelle

Jean Cole

Robert Farias

Chris Fennicks

Joe MacDonald

Sarah Trawinski

If you are interested in participat-
ing on the board, please call 505/341-
9321 or e-mail sdo@sangredeoro.org.
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Dear Community, 
We have had a momen-
tous year, full of trage-
dies and triumphs, haven’t 
we? I have reflected a num-
ber of times on our his-
tory, so I’ve included an 
SDO time line (bottom) in 
case you are curious too!
We lost our beloved Execu-
tive Director, Loretta Cor-
dova (pages 2 and 3). Our 
former HTC Director, Dr. 
Mathew, lost his daughter, 
Angela, to a tragic traffic 
accident. And we lost two 
of our blood brothers, Bar-
ry Stein and Darrell John-
son. May they rest in peace 
and remain in our hearts.
We have also had some tri-
umphs. We had our first-
ever Hemophilia Walk last 
April with about 300 peo-
ple attending. We raised 
more than $35,000! 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 lev-
els for business that 
allow them some 
marketing oppor-
tunities. Please con-
tact us at nmwalk@
sangredeoro.org if 
you can help us out 
there. Our Walk 
Call to Action (CTA) 
meeting will hap-
pen over dinner at 
Embassy Suites on 
March 15, so save 
the date for that!
We doubled the 
number communi-
ty members attend-
ing our education 
weekend this past 
October! It was a fun 
weekend. My favor-
ite session was the 
infusion session for 

Pre
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’s  
C
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adults, where our wonder-
ful HTC nurses, Brie and 
Claudia, went over how to 
infuse, and then everyone 
practiced with Baycuffs. 
I put one photo from the 
kids’ field trip to the zoo on 
this page (lower left) be-
cause it strikes me as the 
epitome of what the week-
end is all about: have some 
fun, learn something new, 
and bond with our blood 
brothers and sisters and fel-
low caretakers. Of course, 
the additional attendance 
means that our costs dou-
bled (to nearly $60K), so we 
need to earn a lot more on 
this year’s Walk! This year’s 
education weekend will be 
October 17–19 at Embas-
sy Suites in Albuquerque. 
I hope I see you all there!
We also doubled the size 
of our  board and quadru-
pled the number attending 
board meetings! Joe Mac-
Donald has stepped down 
as VP, and Jose Guillen has 
taken his place. I want to 
send a special thanks out to 
Joe, without whom I’m not 
sure I would have survivied 
the last year! We welcome 
Jose Duran as our new sec-
retary and Jean Cole, Chris 
Fennicks, and Sarah Tra-
winski as new board mem-
bers. We also thank Chuck 
Boberschmidt for his years 
of service on the board. He 
has stepped down but will 
continue to run our camp 
LIT program and partici-
pate on our advisory board.
We are getting office space! 
We will be asking every-
one to pitch in with clean-
ing, painting, and a little 
bit of building. This will 
give us a place to gath-
er—for board meetings, 
for events, as a communi-
ty. Watch for events being 
held at our new digs, and if 

10th Annual 
Camp  Sangre Valiente
By Patrick Wagner, 
Camp Director

Summer’s com-
ing!  Yes, it is time 
once again to start 
thinking about 
Camp Sangre Va-
liente 2014. Our 

friends at our campsite are 
eagerly awaiting our re-
turn, and our camp com-
mittee is hard at work pre-
paring for what is sure to 
be the best camp year yet! 
Just about every year, 
we get asked by some 
folks, “What is camp all 
about?” Camp is the place 
where kids and siblings 
of kids with bleeding dis-
orders can come togeth-
er for a week of fun, chal-
lenges, and education in a 
safe, controlled, and car-
ing environment. Kids 
can “just be kids” for a 
week without worrying 
about their bleeding disor-
der and some of the issues 
that come along with it.
SDO provides camp free 
of charge to children and 
young adults with a bleed-
ing disorder, their siblings, 
and any child of a parent 
affected by a bleeding dis-
order. Camp is for kids be-
tween the ages of 7 and 12 
years, and the camp Leader 
in Training (LIT) program 
is for kids 13 to 17 years of 
age. The LIT program in-

cludes education, experi-
ential activities, and 

challenges to help 
the kids pre-

pare to 
take 

charge of their future 
by becoming more in-
volved in their own care.
Our camp is held in Capi-
tan, New Mexico between 
the beautiful Capitan and 
Sacramento mountains at 
Fort Lone Tree.  The camp 
site is a fantastic facility 
that is staffed by a trained, 
accredited, paid camp staff 
as well as some of our own 
bleeding disorders commu-
nity members.  The camp 
has some amazing things 
for the kids 
to do, such 
as horses, ar-
chery, sports, 
a water slide, 
and many 
other activi-
ties. We often 
find it hard to 
fit everything 
in during 
the week we 
spend there!
I know some 
of you out 
there may 
have ques-
tions or con-
cerns about 
camp, and 
I encourage 
you to reach 
out to Jo-
hanna Chap-
pelle at sdo@
sangrede-
oro.org or 
505/341-9321 

you have an event in mind, 
please e-mail me! I will do 
my best to make it happen!
Last year, Loretta and the 
HTC had several camp din-
ners where folks could 
come and learn about camp. 
Our next few dinners are 
March 24 in Roswell and 
March 25 in Albuquer-
que. Claudia is working 
hard to get all of the regis-
tration paperwork done at 
the camp dinners, so please 
do attend one if you can!
We are sending a  New 
Mexico contingent to 
Washington Days this year: 
Robert and Melissa Far-
ias, Jose Duran and Alys-
sah Leon, Patrick Cordova, 
and Cazandra MacDon-
ald will all attend to rep-
resent us on Capitol Hill. 
Thanks for your support!
Last, but not least, we are 
hoping to become a Blood 
Brotherhood site! This 
will allow us (and pro-
vide some funding) 
to have adult events, 
especially for the 
men. (Don’t worry, 
ladies! I’ll make sure 
we have events too!)
I hope you are all hav-
ing a wonderful 2014 so 
far. I hope I see you in 
March at the Walk 
CTA meeting or 
in May at the 
Walk itself!

Land Softly,

Lori Long, 
President 

Go to www.hemophilia.org to 
apply for a scholarship to attend 
the 65th NHF Annual Meeting 
in Washington, DC, September 
18–20. Scholarships are offered to 
first-time attendees, and this is a great 
conference. If you haven’t attended, 
please apply! 

with any of those. You will 
be able to register for camp 
at the camp dinners this 
year. If you are not attend-
ing a camp dinner, please 
contact Lori Long at sdo@
sangredeoro.org, and she 
will get you registered. 
Each child must be regis-
tered in order to attend. 
Don’t wait until it is 
too late! Sign up your 
kids now for camp and 
bring on the summer! 


