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Name:

If you would like to be contacted about assisting with the Walk please
include your email address and telephone number.
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What is Advocacg?

by Cazandra MacDonald

ad-vo-ca-cy n. giving aid to
a cause; active verbal sup-
port for a cause or posi-
tion; pleading in favor of.

In the bleeding disorders
community, when you hear
the word “advocacy,” you
often think of legislative is-
sues. Possibly, you think

it means going to Wash-
ington, D.C. to lobby at
“Washington Days” with
NHEF or even going to San-
ta Fe to speak to state leg-
islators regarding issues
right here in New Mexico.

Yes, these are acts of ad-
vocacy. But what about
the advocacy that hap-
pens every day with our

children and loved ones
with a bleeding disorder?

&, When you talk to the
school nurse as your
child is about to start
anew school year.

&, When you go to your
physician’s office for
immunizations and
you insist that shots
are to be given sub-
cutaneously (un-
der the skin) rather
than intramuscular-
ly (into the muscle).

&, When you have to
deal with the insur-
ance company be-
cause they are insist-
ing that you change
to a home care pro-

vider that does not
offer 24/7 nursing.
8. And even when your
child takes part in
extracurricular ac-
tivities at school
(possibly sports).

The bottom line is that ad-
vocacy is the act of speak-
ing out for what we Ee/
lieve to be right.

Have you ever been scared
to speak up for your child?
Have you ever c?(])ubted

the knowledge that you
have gained while raising a
child with a bleeding dis-
order? Never doubt! The
saying “When in doubt,
infuse” is a great piece of

advice, but why not also
change it to “When in
doubt, speak out!” By shar-
ing your knowledge and ex-
pertise, you can help edu-
cate others and help your
loved one in the process.

Has there ever been a mo-
ment that changed you—
when you spoke out re-
garding your child’s or
your own bleeding disor-
der? We would love for
you to share your stories
with us. Please e-mail Lori
Long at sioco@msn.com to
share your advocacy mo-
ments. We would like to
share stories in our next is-
sue of “The Bear Facts”

Meet Our New Walk | vent Manager!

Charlene Selbee, the young-
est of six, was born in Ban-
bury, England and raised
on the family’s Century
Farm in northeast lowa.
Charlene begin her career
selling Girl Scout cook-

ies and later selling ads as
a member of her local high
school year book club. Her
business career contin-
ued to expand as a mem-
ber of the local 4-H club
where she ran club meet-
ings, organized events, and
raised funds for the club.

While raising her two chil-
dren, Rik and Cris, she at
tended Central New Mexi-
co Community College and
graduated with an Associ-
ate’s degree in Business Ad-
ministration. It was dur-
ing her time at CNM that

Charlene decided to be-
come a community college
instructor. After 15 years
in the New Mexico tour-
ism industry, Charlene is
now a part-time instruc-
tor at CNM teaching hos-
pitality/tourism and busi-
ness classes. In addition,
she teaches GED classes for
CNM'’s Workforce Training
Center and business class-
es for CNM’s Small Busi-
ness Development Center.

As a life-long learner, Char-
lene earned her BBA with a
tourism emphasis from the
Anderson School of Man-
agement, University of New
Mexico in 1999. She re-
cently completed her Mas-
ter’s degree in Tourism
Administration with a fo-
cus on Sustainable Tour-

ism Destination from the
George Washington Uni-
versity in Washington, D.C.

Charlene’s work experi-
ence in the New Mexi-
co tourism industry in-
cludes working for the
Albuquerque Conven-
tion and Visitors Bureau,
REDTT, New Mexico
Wine Growers Associa-
tion and Acoma Business
Enterprises. Charlene
has also completed proj-
ects for the City of Rio
Rancho, the New Mexi-
co Department of Tour-
ism, the Tourism Asso-
ciation of New Mexico,
Santa Clara Develop-
ment Corporation, and
CRC & Associates.

As a seasoned profes-
sional, Charlene is ex-

cited to be organizing the
first Hemophilia Walk of
New Mexico and raising
funds for Sangre de Oro.
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Sign up today

FOR A

FREE TRIAL

PROGRAM

FROM BAYER HEALTHCARE

Enroll today for up to
SIX FREE DOSES OF FACTOR

For more information,
visit BayerFreeTrial.com

or call 1-866-329-1449
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Volunteerism: Yes, You (an HelE!

By Cazandra MacDonald

Volunteering is scary. We need to prioritize it raffle items or baskets for si-
“Do I have enough time? and include the things over the phone. lent auctions,
Do I have a talent to that are important to us. %, Emails: We need SDO would love

share? Will I make a dif- In New Mexico. if people to e-mail to hear from you.

ference?” The hardest you are not in the vi event reminders, There are many ways
art is translating one’s L gift basket and raf- to help in our world of
P 8 cinity of Albuquer- fle item solicita- ,
desi ke a dif- ; technology. Let’s get cre-
esire to make a di ue, you may wonder
i ) que, y: y tions, and event vol- ative and think about
erence Into con- how you can help the unteer requests. ,
crete action how we can bring our
Sangre de Oro chap- %, Mailings: Some- ,
that will ' 85 community together for
ter. How in the world times we need mail- ,
help an : . the good of those liv-
can you possibly help ings sent out and ing with a bleeding dis-
o if you are hours away? help with labels and & &

order. For more infor-

mation on volunteerin
&, Ttems: If you can 8

donate items for raf- please contact Execu-
fles tive Director, Loretta

Cordova, via email at lo-
retta.cordova@sdoinc.
org or call 505-341-9321.

stuffing envelopes.

ga-
niza-
tion one
cares about.

Volunteering
also depends on
the “season of life”
you are currently liv-
ing. If you have lit = .
tle children, your time is / o ﬂ‘_ . /
r ) 4 - b
N ¥

extremely limited. You ﬂ'ﬂk

may be running back ' i )
and forth to school or Not I

day care, working full- all vol- \ . V 0 LU N TE ER
time and trying to keep unteer opportunities

your family at the fore- require you to be in per- ‘

front of importance. son at an event. Here are

Maybe you are in school some ways you can help

full-time and working your chapter (as a bonus,

full-time with all of your you can do many of these

spare time spent doing tasks in your pajamas):

homework. Even if you %, Phone Calls: SDO

are retired, your life may always needs vol-

be filled with many ac- unteers to make

tivities that keep you reminder phone

busy. We are all busy. calls and solic-
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By Lori Long

Our Hemophilia Treat-
ment Center (HTC) is
still undergoing a great
deal of change. The HTC
hopes that by the time
the Family Education
Weekend (details on page
12) rolls around, the HTC
will be able to give us
more information about
what the future holds.

One of the major chang-
es is that the HTC is

no longer a line item on
the state budget. This

will force us to change
our advocacy approach
if we have to fight for

the HTC budget again.

Another huge change is
that Dr. Prasad Mathew,
our pediatric hematolo-
gist, has moved on. The
program is still recruit
ing his replacement.

In the meantime, if you
have pediatric hematol-
ogy needs, Dr. Jim McK-
innell is the contact. You
can call him at 272-4461,

anytime, day or night.
Before 8:00 a.m. and af-
ter 5:00 p.m. (as well as
on weekends and holi-
days), this number pro-
vides phone triage assis-
tance for how to reach
the on-call doctor.

Another change is that
our social worker, Pat-

sy, has resigned. The pro-
gram currently has the
counselor/social work-

er position posted.

If you need a counsel-

NHEF’s
ANNUAL

1H
MEETING

Coram Hemophilia Services
Together Forward

A Lustomizea-Lare Approach ror

Mianaging Bleeding Disorders

or’s/social worker’s ser-
vices, you can contact
Yolanda Vinajeras, who is
the Social Work Super-
visor for Pediatrics He-
matology/Oncology. She
is also available at 272-
4461. If Yolanda is not
available, you should ask
for another social work-
er on staff that day.

MAPPING OUR FUTURE
ORLANDO - FL

NOVEMBER 8-10- 2012

Dr. Garcia will also be
leaving in November. His
replacement might be Dr.
Dulcinea Candelaria.

Callor click LLJ\..l'\'i)"..

888.699.7440 coramhemophilia.com
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James Hamilton Memorial Scholarship Fund

In order to be considered, the applicant must pro-
vide evidence of the following by submitting per-
tinent copies of personal records to the schol-
arship committee chair or designee.

SCEOlarshiP Eligibilitg (_riteria

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

Otlﬁer chuircmcnts

&, Provide a valid social security number

&, Provide proof of application for stu-
dent aid (FASFA)

8. Demonstrate financial need, as ev-
idenced by the FASFA form

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

&, Provide a copy of a high school diploma or GED

&, Provide evidence of enrollment or acceptance for
enrollment as a regular student working toward
a degree or certificate in an eligible program

&, Submit completed scholarship applica-

Walpreens

tion form to Sangre de Oro, Inc.

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

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

&, Must meet deadline for semester of request

Scholarship Renewal Requirements

&, Provide evidence of satisfactory academ-
ic progress: Maintain a minimum 2.5 GPA out
of a possible 4.0 to be considered for scholar-
ship renewal. Official transcript showing fi-
nal, current grades must be submitted when re-
questing a renewal of this scholarship.

Application Deadlines

Fall semester deadline: August 1
Spring semester deadline: December 1+
Congratulatioms

Patrick Cordova is once again a recipient of the James
Hamilton Memorial Scholarship. Great job, Patrick!

Hemophilia Care at Home

* Local Phar macics * HemophihaTrained Nurses and Staff
= Nationwide Services = Patient Support 24/7

For comprehensive services

Call: B&6~436-4376 or
Fax: BE8-688-3593

En Espafiol: B00-45641923
WalgresrHomeCars com/hised ingds o ers




By Jordan Long-Holderried

Camp is fun, but the best
part is the snack bar. The
rifle range was pretty awe-
some too, but the most
“darifying” thing was THE
GIANT SWING. The
swing goes more than two
stories high. And it holds
three people. We were the
first cabin to be on it. It

was scary at first, but af-

ter I went on it a couple of

times, it wasn’t too bad.

Camp to me is about hav-

ing fun and learning
about hemophilia. Infu-
sions are a pain, but once

ba

th?.r

‘e over, it’s not so
They obviously hurt,

but you stick the needle

in the vein, and it actual-
ly doesn’t hurt as much as
when they do it in the mus
cle for vaccines and stuff.

I had a good time at
camp with my buddies
Frankie, Mannie, and
Devon, and Balthazar.
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By Alex King

[ first joined the Lead-

ers In Training (LIT) Pro-
gram at camp when I was
14. The LIT Program is a
leadership program for
young adults who are

ing to live in the Worl(f in-
dependently and want to
learn the skills needed to
treat and live successful-
ly with their bleeding dis-
order. The LIT Program
has taught me how to be
aleader and how to man-
age my factor independent-
ly. It has given me the skills
to become a leader and a
role model for younger kids
with a bleeding disorder.
The LIT Program is a lead-
ershlp program, but it is
also a way for people to be-
come leaders themselves.

The LIT Program is great
because it teaches young
people with hemophil-

ia how to be independent
when they grow up and
how to be a leader. It teach-
es you how to take care

of your factor orders and
your insurance. These two
things are essential for peo-
ple with hemophilia be-
cause without these two
things, it is difficult to live
well with your hemophil-
ia. You need to know how
to order your factor so that
you are able to live indepen-
dently and successtully. It

is very important to know
how to take care of your in-
surance because without
it, you will become dead
broke with the expenses of
the factor and unhappy be-
cause you will have no fac-
tor to take care of bleeds or
do prophylaxis; you will be
unable to do many of the
things that you want to do.

These two things are very
important, and the LIT

Program teaches you how
to live indeFendentlfy and

take care of yourself.

The LIT Program is also
very important because it
teaches you how to be a
leader. It teaches you how
to take charge of your-
self and of a group when
it needs direction. I think
that the LIT Program lives
up to its name very well.
It teaches you how to
help others when they
need support during

a tough time, no mat-

ter how short, and when
to let others do their
own thing. You some-
times need to show the
group in what direction
they should go and how
they can get there. These
things are all attain-

able with the LIT Pro-
gram because it shows
young adults how to be a
leader in the community.
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ADVATE

[Antihemaphilic Factor (Recombinant), Plasma/Albumin-Free Method]
Brief Surnmary of Prescribing Information. Please see package insert for full prescribing infarmation.
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How Does the |ndividual Mandate Work?

By LoriLong

One of the most controversial ele-
ments of the Affordable Care Act
(ACA) is the “individual man-
date.” So, what is it, and how does
it affect those of us in the bleed-
ing disorders community?

The individual mandate means

that most individuals in the Unit-
ed States will be required to pur-
chase health insurance. (Exceptions
are described in the graphic to the
right. The information in this graph-
ic was obtained from www. kf%org
A lot of folks didn’t like this idea of
being forced to purchase health in-
surance (and a many other things
about the ACA), so they took the is-
sue to the U.S. Supreme Court. (As
a side note, New Mexico was one

of the states supporting the ACA.)

Once the Supreme Court decided
that the case was within their juris-
diction, they decided that the indi-
vidual mandate is a constitutional
exercise of Congress’s power to tax.

They covered some other issues (ex-
pansion of Medicare, etc.) as well.

In the end, they decided to uphold
the ACA. For a detailed descrip-

tion of how the Supreme Court came
to their decision, you can view the
slides from the webinar offered by
HFA on July 11*". You can find the we-
binar by going to www.hemophil-
iafed.org and searching for “webinar”

Because most of us with bleeding dis-
orders go to great lengths to be in-
sured in order to pay for our medica-
tion, we are less likely to be affected
by the individual mandate. Those
who are affected will hopefully have
the option of purchasing insurance
through the state health insuranc-

es exchanges that should be estab-
lished across the country by 2014.

If you want to get more involved
and know more about what is go-
ing on in legislature, consider join-
ing the SDO Advocacy Commit-
tee! Contact Lori Long at sioco@
msn.com if you are interested.

Start Here

Do any of the following apply to you?

Were you insured for the whole year through a

combination of any of the following sources?

Penalty is $695/adult
and $347.50/child up
to $2085 (or 2.5% of
family income,
whichever is greater)
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T he 9t Annual

assic (olf | ournament

Tit]e Sponsorz Distribution Management Corporation (DMC)

By Joe MacDonald

Many thanks to our gen-
erous sponsors (top spon-
sors listed on page 10):

8. Bank of the West
8. Baxter BioScience
&, Bayer HealthCare
. SW CornerStone
&, CSL Behring
8. Don Chalmers Ford
&, Koch Construc-
tion & Mechanical
&, Majestic Forms
. MediaWorks
&0, Pepsi Beverages Co.
&, Ricci & Company
&0, Southwest Airlines
. US Bank

8. Weck’s

Congratulations to our
winners, Steve Hernan-
dez of AA Auto and
Air Conditioning, Stan
Hockerson, Danny Ott-
man, and Matt Wise-
ly! Thanks to the AA
Auto and Air Condition-
ing team for generous-
ly donating their win-
nings to support camp!

While we had many
challenges with the new
site for our golf tourna-
ment (the UNM Cham-
pionship Golf Course),
our fundraising efforts
were still quite success-
ful. We raised close to
$40,000. Many members
of our community helped
ensure that this tourna-
ment would be a com-
plete success. Our spon-
sors once again rose to
the challenge and donat-
ed their time and mon-
ey to the Chapter. The
manufacturers and home

care companies’ contin-
ued participation in our
event ensured the future
of our summer camp ex-
perience for children and
youth. To add in an extra
display of encouragement,
members from the Hemo-
philia Treatment Center
came and participated.

The Caliente Classic plays
an important role in the life
of the Sangre De Oro Chap-
ter. Without the funds
raised from this event,
many of the members of our
bleeding disorders commu-
nity would not be able to
attend summer camp. This
camp is the “life blood”

(so to speak) to those who
live with bleeding disor-

ders. It is at camp that
many of our children meet
and form lifelong relation-
ships with those who share
the experience of having

a bleeding disorder. Chil-
dren learn that they are not
alone and that they have a
resource to help them man-
age and treat tl?eir respec-
tive bleeding disorders.

Many of the people who
participated in the event, ei-
ther as players or volunteers
are actually members of our
community. I send my pro-
found appreciation to t%ese
mighty men and women
who continue to give back
to their community. Fund-
raising efforts proved more
than just a financial means

to an end. The golf tour-
nament brought togeth-
€er our unique community.

[ have participated in this
event for approximately
four years now, and I can
honestly say that each year
[ am very humbled when I
see the amazing men and
women who give of their
time and energy to support
our community. There is

a connection to something
that is greater and bigger
than who we are alone. I
am grateful to all of the vol-
unteers who dealt with

my endless e-mails and
constant changing of the
schedule. Thank you for
sharing your time to make
my sons’ lives a little easier.

Special thanks to DMC, our Title Sponsor for the past
seven years, for making a difference in so many lives!
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HOW Caﬂ Y@u Ec anOlVCd iﬂ tl’]e Dear Community,
2013 New Mexico Hemophilia Walk?  isriizsie..

camp and golf tourna-
Nt ment a huge success. Camp
was at a great new loca-
tion, and all the kids and
LITs truly enjoyed them-
selves, learned a lot, and
grew by learning more
about bleeding disorders.
Many thanks to all the vol- L'

T he20i12 1:amily
~ ducation \Weekend

October 19-21. 2012

—

80, Become a Team Captain and organize a team. Register your team at the Family
Education Weekend (details on page 12). Each Team Captain who registers their team at
the Family Education Weekend will have their name entered in a drawing. Register
more than one team, and your name will be entered in the drawing for each team you
registered over the weekend. Names will be drawn throughout the weekend for a variety
of prizes. You must be present to win.

L R e & k hd f$ d h 1 d k d dh unteers Whojoined us at
W . o 0, Make a cash donation of $10 or more during the Family Education Weekend and have the oolf tournament. With- @
here' EmbaSSY SUltCS, 1000 your name entered into a drawing. Names will be drawn throughout the weekend for out %ou, we juaslt couldn’t
Woo dward Plac e NE prizes. You must be present to win. make it happen. Thanks to C\
’ 8. Volunteer to serve on the walk committee. Contact Charlene Selbee, Walk Event all who donated wonder-
Albuquerque NM 87102 Manager, at 505-331-7154 or charlene.selbee@gmail.com if you are interested in serving ful gifts for the silent auc- L.
’ on the committee. tion and the raffle. All in
&0, Add your name to the walk e-mail list to receive current information on the walk. E-mail :3&525;2???253&?&:? O

Charlene Selbee at charlene.selbee@gmail.com if you would like to be added to the

mailing list. to provide the funding for

our annual youth camp.

A chance to learn about
bleeding disorders and

80, Attend an informational seminar at the Family Education Weekend to learn how you can

play a starring role in the 2013 Hemophilia Walk of New Mexico. We need some help at the

Family Education Weekend

CatCh up Wlth Old friends &0, Donate items or services for drawings that will be held during the Family Education with the younger kids this
Weekend. year. If you know some-
: 0, Suggest possible busi to the Walk Event M that would be interested i one over the age of 18 who
eentive Bonrd By Lori Long &, S;gl%:gr Elogssi ) %V ;Jlsl?esses o the Walk Event Manager that would be interested in gvoulcélike o ycollunteer .
: ’ %0, Volunteer to help at the walk. ALurcay provicing pro-
Members Our 2012 Family Be sure to also fill out g gramming and fun for
- Ed on Weekend . on f hil &, Share your ideas with the Walk Committee, the Walk Event Manager, and the Walk these kids during the
Johanna Chappelle ucation Weeken registration for your chil- Chair. it coesma, e C
) PPEe, will be held at the dren if they will be at- let Loretta know.
President beautiful Embassy tending. We will have Blessings to all, and
Lori Long Suites in Albuquerque. fun activities for them! see you soon at our @
) ” October meeting,
Vice President v ster to at- Check-in starts Friday, et R N‘O
ou can register to a O indest Regards,

Jose Guillen, tend on our web site at
Secretary www.sangredeoro.org.

On-li istrati
Chuck Boberschmidt, e e
must be completed no

Treasurer later than October 5"

[oretta Cordova to guarantee a room.

Executive Director

]o}llmnmh \ e
Chappelle,
President (’)

event runs through Sun-
day, October 21. We will
have some great present-
ers and speakers and op-
portunities for visit-
ing with old friends.

We hope to see you there!

Board Members

Robert Farias
Joe MacDonald
Eric Marquez

If you are interested in participating on the board,

please contact Loretta Cordova at 341-9321.
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