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| By Joe MacDonald

Hello Everyone,

I My name is Joe MacDon-

' ald and I serve as the Walk
Chair for our First Annu-

al Hemophilia Walk. All pro-
" ceeds will go to help further
education in the bleeding disor-
" ders community. Thank you for
setting up your teams. Jean Cole,

¥ new to our community and a won-
¥ derful member of our Walk com-

f mittee, will be sending out a week-

| WHAT

\ The Hemophilia Walk is NHF’s

largest fundraising event. NHF

is dedicated to finding better

| treatments and cures for

y bleeding and clotting

y disorders and to preventing

h the complications of
these c?isorders through

\ awareness, education,

advocacy, and

research.

| wHY

| Established in

11048, NHF is the

| premier bleeding

f disorders organi-

| zation in the U.S.

¥ serving the bleed-

¥ ing and clotting dis-

'~ orders community.

Now in its 64th year,

y NHEF continues to be

y avital resource for pre-
vention education and

provides a network of sup-

port for Americans living

f with bleeding disorders and
their families.

| WHEN
‘ ~ Saturday, April 20, 2013
b WHERE

Tiguex Park,

y  Old Town,

Albuquerque,
New Mexico

ly message from me to you.
We have an incredible goal
to raise $50,000. While this
looks like a tremendous
amount of money, together,
we can reach our target.

One way we can help each
other is to share our stories
about how we our reach-
ing our goals for the Walk.
am going to send out a letter
to all of my fellow employ-

at 8:00 a.m.
Walk begins at
9:00 a.m.

DISTANCE

I'mile family fun

walk

WALK CHAIR
Joe MacDonald
HOW

Sign up for the
Walk on-line by
visiting www.
hemophilia.org/
walk. Everyone
is welcome to
participate!

2013% I"lemopl'nﬂia Walk Facts

Check-in begins Goal: $50,000

Raised: $10,291
Sponsors: 57
20% of Goal Achieved

Hemoplﬁilia Walk of Nlew Mexico
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ees, encouraging them to be
a part of the Walk by either
joining my team or form-

ing their own teams. I hope
that T am able to surpass the
goal that I set for my team.
We would love to hear about
ways that you are working
towards your goal. You never
know when your way might
help somebody else achieve
their objectives. Good luck
to everyone!
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TEAMS

Sign up a team. Choose a
team name. Recruit team
members from your circle of
friends, family, co-workers,
and neighbors.

VOLUNTEER

Help us make our event a
success. Volunteers are ap-
preciated before and/or
during the Walk. Are you
unable to do the Walk but
still want to participate?
Enlist as a volunteer. Call
505-341-9321 for more de-
tails.

CONTACT
&, Joe MacDonald (505-
999-0827)

&, nmwalk@sangredeoro.
org

&, Loretta Cordova (505-
341-9321).
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How Do You Keep Moving Forward?

By Cazandra MacDonald

Sometimes living with a
bleeding disorder can be a
trial.

8. You have flawlessl
sterile technique, but
your child continues to
get port infections.

. Your child is heal-
ing from one
bleed and

spon-

tane-
ously
starts an-
other.

&, You can’t go
more than two
weeks without
being admitted to
the hospital.

&, You change product
with the best of inten-
tions and your child
develops an inhibitor.

The list goes on.

There are seasons of liv-
ing with a medical con-
dition where things are
pretty routine, with few
complications, if any. And
then seasons of terrific dif-
ficulty. Those are the times
when you can’t seem to
catch your breath, and you
just can’t get a break.

Community and commu-
nication seem to be im-
portant to getting through
those difficult times.

i
and ccC

When you know others
out there are facing similar
struggles, it’s almost as if
you can breathe a little eas-
ier. Someone else actually
understands. They under-
stand what it is like to try
and infuse every few hours
through the night. They
understand what it is like
to not be able to take your
child’s pain away during a
major bleed. And they un-
derstand what it is like to
change plans at a moment’s
notice because a bleed is
taking center stage. You
have to reach out because
you are not alone.

(_ommuni ty

seem t'o be important to oeﬂ ng

imunication

way you can truly be a part
of the decision making for
your child’s treatment.

But most importantly don’t
forget hope. When you
fee%like you have no hope
and everything is fall-

ing a¥art, think about the
people in the world strug-
gling with medical condi-
tions that have little or no
treatment. Many have out-
looks that are very bleak
at best. Our children have
a great future in store.
Treatment options are bet-
ter than they were sever-
al years ago, and the fu-

<
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thr ouon those difficult times. \/\/ he:-
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Keep the lines of commu-
nication open with your
healthcare providers. You
want to maintain a strong
relationship with the pro-
fessionals hel ing to man-
age your child’s condi-
tion. If you keep yourself
educated about the latest
treatments and protocols
you will have an arsenal
of information to discuss
with your doctor. This

, § P
it you can breathe a itt!(—:

easler.
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ture for improved product
is promising. Individuals
with bleeding disorders
live happy productive lives,
and it is our job as parents
and caregivers to empow-
er them.

Don't lose hope. You are
not alone. Every day is
filled with possibility, and
the way you handle each
situation will determine
whether or not your child
will have a positive out-
look regarding their bleed-
ing disorder.

“You're braver than you
believe, and stronger than you
seem and smarter than you
think.” Christoper Robin to
Pooh



Novo Nordisk is helping people with inhibitors realize their dreams.

changing
possibilities in
hemophilia™

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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James Hami]ton Memoria] Scho]arship "und

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 desig-
nee.

Scholarshi E_ligibilitg (riteria

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

Other Requirements

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

&, Demonstrate financial need, as evidenced by the FASFA
form

&, Provide evidence of application to two additional sourc-
es of financial aid assistance

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

&, Provide evidence of enrollment or acceptance for enroll-
ment as a regular student working toward a degree or

certificate in an eligible program

&, Submit completed scholarship application form to San-
gre de Oro, Inc.

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

Q0. Have a personal interview by the scholarship committee
or chairperson

80, Must meet deadline for semester of request

Sclﬁolarshi Renewal Requirements

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

Application Deadlines

Fall semester deadline: August 1**

Spring semester deadline: December 1%

By Candace Cloud

High school seniors may feel that the end of winter

is early for finding college scholarships for next fall,
but now is the time to apply. People who graduate
from college have higher earning potential than those
who have some (or no) college credits. Your potential
for finding work that provides medical insurance

and other benefits that are important to those of us
with chronic medical issues, like a bleeding disorder,
increases substantially with a college degree. Finding
funds for higher education can be challenging, even
for thrifty kids with education savings accounts.
Some resources for scholarships specific to students
who have bleeding disorders are listed below.

The NHF has posted a list of 27 scholarships
sponsored by other organizations on its web site:
http://www.hemophilia.org/NHFWeb/MainPgs/
MainNHF.aspx?menuid-53&contentid-36.

For your convenience, these are also listed on pages 14
and 21.

Most of the application deadlines are between March
and June, so now is the time to decide which ones to
choose and fill out the applications.

The Hemophilia Federation of America offers 10
college scholarships annually to students who
have a bleeding disorder, or are the parent or
sibling of a person with a bleeding disorder. The
application deadline is April 30, 2013. View the
eligibility and application requirements: http://
www.hemophiliafed.org/programs/educational-
scholarships.

Other hemophilia support organizations have
educational scholarship programs. Be sure to see the
list of options on pages 14 and 21.
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Distinctly you

You share similarities, vet yvou're all very different from one another
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By Jose Guillen

Under the Patient Protec-
tion and Affordable Care
Act (ACA), aka Obam-
aCare, all states must have
a Health Care Exchange
by 2014. An exchange is a
“one-stop shop” for health
insurance, helping individ-
uals and small businesses
decide what type of health
insurance plan to buy. The
ACA mandates that by 2014
adults must have health in-
surance or face a tax pen-
alty. Also, every health in-
surance plan sold in the
exchange must cover “es-
sential health benefits”
(EHBs).

EHBs refer to 10 general
categories of coverage that
serve as a baseline for ser-
vices, treatments, and oth-
er benefits required by law.
They include the following:

&0, Emergency services
&, Hospitalization

&, Maternity and new-
born care

&, Mental health and sub-
stance use disorder ser-
vices

Prescription drugs

&,

&, Rehabhilitative and ha-
bilitative services and
devices

I~ ssential [1ealth Benefits (7 1Ps):
How Do Theg Agc-:ct US?

&0, Laboratory services

8. Preventive and well-
ness services

8. Chronic disease man-
agement

8. Pediatric services, in-
cluding oral and vision
care.

The Hemophilia Feder-

ation of America (HFA)

interprets the word “es-

sential” as any medical

treatment, procedure, ser-

vice, equipment and sup-
plies indicated and ap-
proved by the United States
Food and Drug Adminis-
tration (FDA), for the care
of patients with that specif-
ic diagnosis or that follow
generally accepted medi-
cal standards. For our state
community, will these ben-
efits include the full range
of factor treatments? Will
we have choice of pharmacy
services? Through advocacy,
you (we) can make a differ-
ence in New Mexico’s EHB
decisions. Your Representa-
tives (House and Senate) in
Santa Fe need to hear from
you to understand your
needs and situations.

As of January 4, 2013, New
Mexico declared the intent
for a State-based exchange
for 2014. New Mexico ob-
tained conditional approv-
al to consider the partner-
ship option (where both
the Health and Human Ser-
vices Department (HHS)

of the Federal Government
and the state work togeth-
er to operate different func-
tions of the exchange) if the
state-based exchange is not
feasible, even thoug%l the
Feb 15 deadline for partner-
ship declarations and blue-
prints is rapidly approach-
ing. The HFA recommends

that each state consider the
following when evaluat-
ing what will be included
in the EHBs: Standards of
Care; Comprehensive Care;
Medical Necessity Deter-
minations, Appeals and
Grievance Processes; Lim-
its on Benefits; State Man-
dates; Updating EHBs and
Cost Sharing.

Since the beginning of Jan-
uary 2013, the New Mexico
Legislature has submitted 4
House Bills (HBI168, HB262,
HB3I1, & HB366) and 6
Senate Bills (SB48, SB148,
SB156, SB221, SB226, &
SB403) for debate and con-
sideration. These bills all
relate to the New Mexico
Health Insurance Exchange
and can be downloaded
from the HFA website at:
http://www.hemophiliafed.
org/advocacyy/state-policy/ .

Typcs of fﬂ calth

overage:

There are two types of
health coverage: employ-
er-based coverage and in-
dividual coverage. How do
EHBs apply to t%ese types
of coverage? If you are like
most Americans, you have
insurance health insurance
through your employer.
Most employers are large
firms (with more than 100
employees). In 2011, 18% of
employers were small firms
(with 2 to 50 employees).

1. What kind of policy
does your employer
offer?

. Does the insurance pol-
icy cover all claims For
the workers? => fully
insured

&, Does the employer pay
claims from their own
pocket (insurer admin-
isters benefits and pro-
cesses claims only)? =>
self-insured

Note: Large employer firms are
more 1kely to sef;‘/lnsure and
most small firms offering cover-
age are fully insured.

EHB Rule: Only the fully
insured plans must com-
ply with the EHBs.

What is the size of the
firm?

&0, Small firms have at
least 2 and up to 50 em-
ployees.

&, The ACA allows states
to define the self-em-
ployed and firms with
up to 100 employees as
a small employer firm.

EHB Rule: The EHB rule
applies to small employ-
ers, not large employers.

What about
grandfathered status
plans?

&, A grandfathered plan is
a %lan that was in effect
when the ACA was en-
acted (March 23, 2010).

Continued on page 10.



By Chuck Boberschmidt

Advocacy can be defined
as a process by which

an individual or a group
aims to influence public-
policy and resource
allocation decisions within
institutions.

As an individual, every-
one in the SDO communi-
ty has an interest in access
to care. Access to care re-
quires us to know which
resources we need to live a
healthy and productive life
with a bleeding disorder.
Continuing to educate our-
selves will allow us to be
our own best advocates as
a first line to dealing with
barriers to care that are
coming up with increasing
frequency.

As an organization, SDO

can help to advocate for
the bleeding disorders

A&vocacy: What Does ]t Mean if
Youl ive with a Blecding Disorder?

community by educating
our lawmakers.

Here are a few of the re-
source issues that we are
aware of and will be devel-
oping initiatives for:

&0, Access to a physician
for diagnosis and treat-
ment. This could be
through the Ted R.
Montoya HTC or else-
where.

&, Legislative awareness
of the necessity of ac-
cess to care

&, Funding for the HTC or
other physician.

&, Insurance or reim-
bursement for bleeding
disorder therapies.

&0, Safety-net programs
for excessive co-pays or
gaps in coverage.

&0, Physician and patient

choice of therapies for
individual needs.

Recently, New Mexico an-
nounced that it will devel-
op an insurance exchange
to fulfill our states par-
ticipation in the AfE)rd/
able Care Act, also known
as Obamacare. For those
who need to purchase their
own insurance, exchang-
es will offer individuals and
their families a choice of
Erivate health plans resem-
ling what workers at ma-
jor companies already get.
The government will help
many middle-class house-
holds pay their premiums,
while %)ow/income people
will be referred to safety-
net programs they might
qualify for. Assistance will
be available, depending on
need, to help pay for the
premium rates, which could

be more than a car pay-
ment. Affordability could
be an issue.

Medicaid is also slated to
be expanded so more low-
income adults will become
eligible, but details are still
being worked out.

Now is the time to increase
your awareness of the is-
sues that could affect your
access to care. SDO is com-
mitted to supporting ad-
vocacy intitiatives in the
bleeding disorders commu-
nity. We currently are in
the process of organizing
advocacy goals and would
welcome any questions,
comments, Or an expression
of the desire to participate
in advocacy committee ac-
tions.

I~ ssential [Jealth Benemcits (EHBS) How Do They Affect (1s? (Continued)

&, Plans keep their grand-
fathered status as long
as they do not make
significant changes to
benefits or the amount
of cost-sharing.

Grandfathered, small-em-
ployer plans do not have
to comply with the EHBs.

Do you have an
individual insurance
plan?

&, In 2011, 15 million peo-
ple purchased cover-
age on their own rather
than through an em-
ployer.

&, The number of people
buying individual cov-
erage is expected to
grow due to available
subsidized coverage in
the health insurance ex-
changes.

Starting in 2014, all new
(non-grandfathered)
individual plans must
include EHBs.

Visit HFA's web page: http://
ehb.hemophiliafed.org to
learn about EHBs and eval-
uate plan options. There is a
Personal Health Insurance
Toolkit, available for down-
load at http:/www.hemo-
philia.org/NHFWeb/Re-
source/StaticPages/menu0/
menu4/menu306/Intro-Tool-

CHECKLIST

kit.pdf. It in-
cludes a checklist
and a series of
questions to help "
individuals eval- i
uate which plan
will best meet
their healthcare
needs.

Both HFA and
NHF web sites
offer webinars
under their Ad-
vocacy tabs,
which you can
attend live or
watch later. =

HEALTH INSURANCE EXCHANGES &
ESSENTIAL HEALTH BENEFITS

O 1. BECOME INFORMED

[ 2. DETERMINE YOUR PRIORITY INTERESTS AND THE RESULTING PRINCIPLES WITH RESPECT TO EHBS
[J 3. UNDERSTAND ANY COVERAGE MANDATES YOUR STATE HAS REGARDING BLEEDING DISORDERS
[J 4. FIND OUT THE STATUS OF YOUR STATE'S EXCHANGE EFFORTS

[ 5. ASSESS YOUR STATE'S POLITICAL LANDSCAPE WITH RESPECT TO THE EXCHANGE

[J 6. BUILD RELATIONSHIPS CENTERED ON SHARED EHB INTERESTS, AND CONSIDER COALITIONS

[ 7. DEVELOP A BRIEF EHB POSITION STATEMENT

[ 8. START WITH SMALL, FOCUSED ACTION

[J 9. CELEBRATE AND SHARE
LET US KNOW HOW WE CAN HELP:
FOR MORE INFORMATION: ~ advocacy@hemophiliafed.org

We are here to support your Advocacy!

ige by 2014. A he:
pare
lude the full range of factor treatments?

nce in your state’s decision

©MATERIALS PREPARED FOR MEMBER ORGANIZATIONS OF HEMOPHILIA FEDERATION OF AMERICA
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By Patrick Wagner, Camp
Director 2013

Happy March everyone! Af-
ter a very cold winter, we
are excited to be making
plans for summer and our
9" Annual Camp Sangre
Valiente. This year, we will
once again be at the Fort
Lone Tree camp facility in
the beautiful mountains
outside of Capitan, N.M.
The move to this new facil-
ity last year was a huge suc-
cess, and the kids had an
amazing week full of activi-
ties, education, and fun.

So what is camp all about?
Why is this such an impor-
tant program for Sangre De
Oro? Those are great ques-
tions and ones that we hear
all year long from the com-
munity.

Camp is the place where
kids and siblings of kids
with bleeding disorders can
come together for a week

of fun, challenges, and edu-
cation in a safe, controlled,
and caring 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. It
is the major program that
SDO raises funds for each
year and is something we
are all very proud to be part
of and support.

SDO provides camp free

of charge to children and
young adults with a bleed-
ing disorder, their siblings,

and any child of a parent af-
fected by a bleeding disor-
der. 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-
C%Jdes education, experien-
tial activities, and challeng-
es to help them prepare to
take charge of their future
by becoming more involved
in their own care. LIT par-
ticipants are encouraged

to return to camp as future
camp counselors.

We are thrilled to have Pat
“Big Dawg” Torrey join us
once again for this year’s
camp. Many of you know

him from previous camps,
and we always receive re-
quests from our campers to
bring him back. Pat will be
assisting with camp pro-
grams in addition to the
LIT program.

You will be able to regis-
ter on-line again this year
at www.sangredeoro.org,
Each attending child must
be registered. I know some
of you out there may have
questions or concerns about
camp, and I encourage you
to reach out to Loretta at
341-9321 with any of those.

See you there!

11
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In 2013, SDO will cel-
ebrate its 28" year as
New Mexico's bleed-
ing disorders chap-
ter by continuing to
educate and advo-
cate for our com-
munity members.
Here is a look at
some of the up-
coming ac-
tivities and
changes for
SDO in
2013.

Executive Board
Members

Lori Long,
President

Joe MacDonald,
Vice President

Jose Guillen,
Secretary

Eric Marquez,
Treasurer

Loretta Cordova,
Executive Director

Board Members
Chuck Boberschmidt
Johanna Chappelle

Robert Farias

il | -om Our Fast Fresiﬁcnt

Each year a delegation from
New Mexico attends the
North American Camping
Conference of Hemophilia
Organizations (NACCHO).
In January, Loretta and
Claudia attended NAC-
CHO 2013 and enjoyed a
weekend filled with activ-
ities and events designed
to help us run our annual
youth camp.

NHE’s Washington Days
is held at the end of Febru-
ary and is an opportunity
to meet with senators and
representatives to encour-
age them to fight for health
insurance and access to af-
fordable care.

On April 20" we will be
hosting our first ever He-
mophilia Walk in conjunc-
tion with NHE. Please vis-
it www.hemophilia.org/
walk to register your team
and come out to support
SDO. We plan to show the
country that New Mexico
can puﬁ together as a com-
munity to have some fun,
raise awareness, and bring
in funds to support our
community.

The first week of June,

we will hold the 9% annu-
al Sangre Valiente youth
camp where children
and teens with
bleeding disor-
ders and their
siblings
will en-
joy a

If you are interested in participating on the board,
please contact Loretta Cordova at 341-9321.

12

week of fun, education, and
activities. Keep an eye on
the SDO web site for more
details and on-line registra-
tion.

In August, the 10" Annu-

al Caliente Classic Golf
Tournament will be held to
raise funds that allow us to
send youth to bleeding dis-
orders camp at no cost to
their families. SDO can use
everyone possible to help
with this event. If you or
someone you know (espe-
cially local business own-
ers who play golf) want to
have some real fun, please
have them contact Loret-
ta. Watch for more informa-
tion on the golf tournament
as well.

Next, we will have our an-
nual Patient and Fami-
ly Education Weekend.
There will be lots of ses-
sions for adults and some
fun activities for kids and
teens. Most important
ly, there will be plenty of
time to mingle with others
in the community - peo-
ple with bleeding disorders,
their families, and industry
Eartners. Please let Loretta
now if you know of some-
one who might be willing
to volunteer for this event.

Our annual board meet-

ing was held in January,
and we are pleased to an-
nounce some changes in
elected board officers and
members, each of whom
will serve a year term. After
serving as President of SDO
for 20 years, I decided it
was time to step down. The
board elected Lori Long to
serve as SDO’s President.
Joe MacDonald was elected
Vice President, Eric Mar-
quez as Treasurer, and Jose

Guillen will continue as
Secretary. I send best wish-
es and blessings to you all
as you devote your time
and energy to our wonder-
ful community. I will con-
tinue to serve as a board
member and the Past Pres-
ident to assist in any way [
can. We have several com-
mittees that can use help,
so please let Loretta Cordo-
va, our Executive Director,
know if you might be inter-
ested in volunteering,

We will continue to devel-
Op creative ways to raise
funds to support the com-
munity. As the econom
slowly recovers, we still are
in need of fundraising for
the programs we serve. The
cost of camp went up dras-
tically last year, and we ex-
pect it will continue to rise
with time. The average cost

€r camper is approximate-
Ef $800. SDO provides this
camp and our annual Pa-
tient and Family Education
Weekend at no cost to fam-
ilies. We need everyone’s
help to continue to provide
these valuable programs to
the community.

I send best of luck to our
2013 board officers and
wish them lots of success
for another year of fun, ed-
ucation, and fundrais-

ing in New Mexico. Come
join us on April 20* for the
first ever Hemophilia Walk
of New Mexico. We have
huge goals for the success
of this program. Don’t for-
get to go to the web site to
sign up or donate for this
great cause.

Warmest Regards,

Johanna Chappelle, Past
President



I rom Our New Fresicient

Dear Communitg,

After 20 years of serving
our wonderful community
with so much love and ded-
ication, Johanna Chappell
has turned over the Presi-
dent’s mantle to me. There
is no way to thank her
properly for the enormous
contribution she has made
to us! Without her, we truly
wouldn’t be here. But don’t
worry! Johanna will stay
with us in an advisory ca-
pacity as Past President on
the executive board and as
a board member and volun-
teer.

I hope to carry the mantle
with just as much dedica-
tion and commitment. I re-
ally care about this com-
munity, and I hope I can do
you all proud.

[ want to say a very special
thank you to our Executive
Director, Loretta Cordova.
She has been our Executive
Director for 8 years! She
does a fantastic job of keep-
ing all of our events and eE
forts on track. We would be
lost without her!

We also have new officers
on our executive board. I
would like to thank Jose
Guillen for continuing as
our awesome secretary and
welcome Joe MacDonald as
our new Vice President and
Eric Marquez as our new
Treasurer. [ have already
called on each of them to go
above and beyond, and they
have each come through for
us! We are going to con-
tinue to accomplish great
things together!

I would like to thank
Chuck Boberschmidt for
his many years serving as
our Treasurer. He will con-

tinue as a board member
and as a volunteer for camp
and other efforts. Thanks,
Chuck!

We have several new mem-
bers on our advisory board.
I would like to thank Pat-
rick Wagner (our advisory
board chair), Phil Cordova,
Melissa Farias, Chris Fen-
nicks, Elvira Guillén, Al-
fonso ]aramlllo Alison Tra-
winski, and Ken Wagg for
their continued support

on the advisory board. I
would like to welcome Car-
nie Abajian, Jean Cole, Ca-
zandra MacDonald, Sarah
Trawinski, and Rea Wat-
son. Thank you all for serv-
ing with us. T look forward
to relying on your expertise
and assistance regularly!

Our Walk Manager re-
signed in the middle of Feb-
ruary. Candace Cloud has
stepped in to help us make
the Walk happen. We ap-
preciate her assistance in
getting ready for this very
special event.

We had a great contingent
of New Mexico folks head-
ed to Washington Days, in-
cluding Patrick Cordova,
Loretta Cordova, and Jo-
hanna Chappell. Thanks to
all of you for heading to the
Hill to fight for our commu-
nity’s needs!

We also have quite a crowd
attending HFA April 25~
27. Everyone attending will
bring back what they learn
and share it while we’re all
chatting at the Patient and
Family Education Weekend
in October!

I look forward to seein,
many of you at the Walk
on April 20" and at the Pa-
tient and Family Education
Weekend in October.

Land Softly,

N
%
o

U

-

)
O
L

LoriLong
President

Go to www. memop[ﬁ ilia. .orgto
15 fora scholars}'np to attend

the 65t NHT Annual Mectmd

in Ana‘ﬁcxm CA Oc:tober5 5.
Scholarshlps are offered to

ICII‘St~tImC attendccs ancl thls is a

great conference. ]1( you haven’t

attended, Please apply



Academic Scholarships for Students with Bleecjing Disorders

Scholarship Amount Candidate Web Site/Phone
Kevin Child Scholarship One, $1,000 award Individual with hemophilia attending U.S. college/university or vocational school. www.hemophilia.org
800.424.2634

Alex Lieber Memorial
Scholarship

Four, $500 scholarships

U.S. students with hemophilia or von Willebrand disease accepted by an accredited
college, university or vocational/technical school.

https://www.kelleycom.com/AlexLieber/
application.html
800.249.7977

Beth Carew Memorial
Scholarship

Ten, $4,000 college awards

Person with hemophilia, von Willebrand disease or other inherited bleeding disorder
enrolled in an accredited college.

http://www.colkeen.org/?page_id=123
800.966.2431

Bill McAdam Scholarship
Fund

One, $2,000 award

For persons with hemophilia, von Willebrands, their partners, spouses, parents,
children, siblings, or other significant family members, for post-secondary education,
including college, trade or technical school, or other certification programs.

313.563.1412

BioRx/Hemophilia of North
Carolina Educational
Scholarships

Four, $2,000 scholarships

For caregivers of children affected with bleeding disorders, a person who has been
diagnosed with hemophilia, or their sibling. Preference will be given to a hemophilia
community member, parent and family members seeking healthcare related
education from an accredited college or university or certified training program.

http://www.biorx.net/wp/category/
hemophilia (go to “2012 BioRx
Scholarship Application”)
866.442.4679

Biogen Idec Hemophilia
Scholarship Program

$50,000, ranging from
$2,500-$7,000 each

Individuals with hemophilia A or B pursuing a vocational or technical certificate, a 2-
or 4-year degree program or graduate degree are encouraged to apply.

www.biogenidechemophilia.com/
scholarships
855-670-ISTS (4787)

Bob Hersh Memorial $1,000 Eligible candidates must be high school upperclassmen or graduates or studentsin | http://www.hemocenter.org/site/
Scholarship good standing who are already enrolled in a post-secondary program, and planning | PageServer?pagename=programs_

to enroll in a course of study at an accredited 2- or 4-year college, university, or scholarships

vocational technical school program or certified training program, with priority given | 585.922.5700

to undergraduate study, and a person affected directly or indirectly by hemophilia,

von Willebrand disease, hereditary bleeding disorder, or hemochromatosis.
Christopher Pitkin Memorial | $500 - $1,000 All members of the hemophilia and bleeding disorders community, including www.hemosocal.org (download link from
Scholarship spouses, siblings and children. HFSC home page)

323.525.0440

Comprehensive Bleeding
Disorders Scholarship Fund

Two, scholarships at $2,000
apiece

For anyone with a chronic bleeding disorder and who has attended an HTC’s
comprehensive clinic annually. Must have maintained a GPA of 2.5 or above and be
enrolled or plan to enroll, as a full- or part-time student at an accredited vocational/
trade school, technical school, junior college, or a 4-year college/university.

http://www.communityfoundationci.org/
central-illinois-foundation-scholarship-
opportunities#cbcdcsa 309.688.1345

Education Advantage

Various awards ranging from

Individuals with hemophilia A attending university, technical school or passing GED

www.myeducationadvantage.com

$150 to $15,000 test. 877.544.3018
“Education is Power” $500-$2,500 Individuals living with hemophilia or von Willebrand disease attending college or http://www.medprorx.com/scholarship.
Scholarship vocational school. html
866.528.4963
SevenSECURE® $500 to $7,000 For people of all ages with inhibitors, acquired hemophilia, congenital factor VII http://www.changingpossibilitiesius.com/

deficiency or primary caregivers.

SupportPrograms/Education.aspx
856.573.9400

Eric Delson Memorial
Scholarship

Three, $2,500 awards

Students clinically diagnosed with hemophilia or von Willebrand disease.

www.cvscaremarkspecialtyrx.com
866.792.2731

Eric Dostie Memorial
College Scholarship

Ten, $1,000 awards

Student with hemophilia or other related bleeding disorder or a family member. Must
be a U.S. citizen and enrolled full-time in an accredited 2- or 4-year college.

www.nufactor.com
800.323.6832

Hemophilia Federation of
America

Ten, $1,500 awards

Person with hemophilia or VWD, including parents and siblings attending any
accredited 2- or 4-year college, university or vocational/technical school in the U.S.

http://hemophiliafed.org/what-we-do/
programs-and-services/educational-
scholarships/

800.230.9797
Accredo’s Hemophilia Multiple awards of at least A U.S. citizen with hemophilia, von Willebrand disease or other bleeding disorder. http://lwww.hemophiliahealth.com/
Health Services Memorial $1,500 Must be a high school student about to attend college, a college student, a college Scholarships.html
Scholarship Program senior planning to attend graduate school or graduate school student. 615.850.5210

Joshua Gomes Memorial
Scholarship Fund

Multiple $1,000 awards

Individuals living with HIV/AIDS accepted or enrolled in college in the U.S.

www.joshuagomes.org
303.761.3055

Lawrence Madeiros
Scholarship

Multiple awards of $1,000
or more

Student with an inherited bleeding disorder or other chronic disorder attending an
accredited college or university.

http://www.adirondackspintacular.com/
pages2/scholarship.html
518.863.8998

Mary M. Gooley Hemophilia
Center, Inc. Scholarship
Fund

Maximum award of $2,000

High School seniors, graduates, or students in good standing already enrolled in a
post-secondary program, and planning to enroll in a course of study at an accredited
2- or 4-year college, university, or vocational technical school program or certified
training program, with priority given to undergraduate study. A person affected
directly or indirectly by Hemophilia, von Willebrand disease, hereditary bleeding
disorder or Hemochromatosis.

http://www.hemocenter.org/site/
PageServer?pagename=programs_
scholarships

585.922.5700

Michael Bendix Sutton
Foundation

Two, $2,000 scholarships

Student with hemophilia pursuing pre-law study.

Michael Bendix Sutton Foundation
c/o Marion B Sutton

300 Maritime Avenue

White Plains, NY 10601

Mike Hylton and Ron
Niederman Memorial
Scholarships

Ten, $1,000 awards

Men with hemophilia or von Willebrand disease and their immediate family
members.

http://www.factorsupport.com/
scholarships.htm
805.388.9336 or 877.376.4968




NTLI

Excerpted from www.hemophilia.org

Our own Patrick Cordova has applied to NYLI and been ac-
cepted. Great job, Patrick!

Frogram Goa!

The goal of the NHF’s National Youth Leadership Institute
(NYLI) is to Erovide youth in bleeding disorders community
with leadership opportunities to effect change and positive-

ly influence others.

Frogram Overview

The National Hemophilia Foundation has designed NYLI to
assist young people from the bleeding disorders communi-
ty to become well-trained, recognized leaders. NHF works
closely with young adults through training and support;
NYLI members provide educational presentations and pro-
grams to the bleeding disorders community. NYLI provides
an amazing opportunity for youth to learn and share experi-
ences of living with a bleeding disorder.

You can apply in May and remain in the program for 3 years.

Frogram Of:ﬂcctivcs

&0, Increase leadership opportunities for NYLI members
&, Increase education for bleeding disorders community
&, Increase visibility and reach of NHF messaging.

NYLI members will meet these objectives through trainings,
educational programming and internships. Below is a list of
the activities members will be expect to take part in. Each
year will include Annual Meeting and Spring Leadershi
trainings, but responsibilities within each year will difEEr
slightly allowing for growth and unique opportunities.

Applicants should:

8. Be between the ages of 18 and 22

&, Be living with a bleeding disorder, or have a sibling with
a bleeding disorder

&, Be willing and able to travel to each of the trainings and

program destinations
&, Be available for monthly communication
What NHF looks for in an applicant:

&, Leadership skills (previous experience with school orga-
nizations, sports, etc.)

Volunteer experience

Academic achievements

Strong communication skills

A willingness to stay involved and learn

BRrRrBEB

Self-starter, reaching out to us with ideas and communi-
cating promptly

Ability to work with a team and independently
Ability to foster and maintain relationships

g rr

An eagerness to work with the bleeding disorders com-
munity.

Member Expectations

If selected, you will be part of the face of NHF, and, there-
fore, there are high expectations of NYLI members.

Responsibilitics
&, Attend Annual Meeting and
Spring Leadership Training

&, Work with NHF staff to plan,
lead and evaluate events and pro-
grams

Actively participate in trainings

%

Participate and contribute to
NYLI educational programming

&

Coordinate and plan presenta-
tions for conferences

Help NHF to understand is-
sues particular to young
adults

&

Complete 3-year internship

%

Maintain communication
with NHF and mentor

2 e-mails and 1 phone call
per month (on average)

g B

4 yearly webinars and/or
conference calls with other
members

&, Respond to communica-
tions from NHF and men-
tor within 3 days.

For more information or
questions, please con-

tact Christie VanHorne at
212.328.3738 or cvanhorne@
hemophilia.org.



Coram Hemophilia Services
Together Forward

A Customized-Care Approach For
Managing Bleeding Disorders

Coram offerc
Over 30 years of experience
In-home training and education
Online resources at coramhemophilia.com
24/7 clinical support
Experienced hemophilia nurse educators

Travel support from more than 80 local
nursing/pharmacy service centers and
over 60 infusion suites nationwide

Consumer advocacy program
College scholarship program
Spanish language services

96% Patlent Satlsfactlon
10 Press Ganey, Inc. Independen

Call or click today!
888.699.7440 | coramhemophilia.com Qf CO RAM

specia ty nfusion services

DON'T MISS OUT—MARK YOUR CALENDAR NOW!

NHF’s 65" Annual Meeting NHF’s 66™ Annual Meeting
October 3-5, 2013 September 18-20, 2014
Anaheim, CA Washington, DC

Walgreens

Hemophilia Care at Home

« Local Pharmacies » Hemophilia-Trained Nurses and Staff
- Nationwide Services -« Patient Support 24/7

For comprehensive services
Call: 866-436-4376 or

Fax: 888-688-3593

En Espafiol: 800-456-1923

WalgreensHomeCare.com/bleedingdisorders




@ Hemophilia

You may be eligible for a FREE
1-month supply up to 20,000 IU of

factor® from Pfizer Hemophilia

Go to www.FreeTrialHemophiliaA.com or www.FreeTrialHemophiliaB.com, download
the discussion guide, and bring it to your next health care provider visit.

*Terms and conditions apply. Visit www.hemophiliavillage.com for complete terms and conditions. You must be currently covered by
a private [commercial]l insurance plan. For questions about the Pfizer Hemophilia Trial Prescription Program, please call 1.800.710.1379
or write us at Pfizer Hemophilia Trial Prescription Program Administrator, MedVantx, PO Box 5736, Sioux Falls, SD 57117-5736. If you
are not eligible for the trial prescription program, you may find help accessing Pfizer medicines by contacting Pfizer's RSVP program

at 1-888-327-RSVP (7787).

®
Wyeth Manufactured by Wyeth Pharmaceuticals Inc. Marketed by Pfizer Inc. @

&) wnameorma HEMA473204-01 © 2012 Pfizer Inc. All rights reserved. Printed in USA/June 2012




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 1-866-329-3449

(Monday through Friday, 8:30 AM - 5:30 PM, ET).
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©2012 Bayer HealthCare Pharmaceuticals Inc. All rights reserved
BAYER and the Bayer Cross are registered trademarks of Bayer. 02/12 KN10000212

* SUBJECT TO APPROVAL.
TERMS AND CONDITIONS APPLY.




We know that people with bleeding disorders face unique
challenges in getting diagnoses, raising awareness, securing access
to care, and finding 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.

Biotherapies for Life™

CSL Behring LLC, 1020 First Avenue, P.0. Box 61501, King of Prussia, PA 19406-0901 USA | www.CSLBehring.com
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By Lori Long and Carnie Abajian

Most or all of us have ended up in a situation where we're
having to get creative to fund our medication. After having
my own “situation” this year, I started looking into ways to
get help paying for my share of our factor. I looked into vari-
ous options and realized that there is a lot of ground to cover
when researching this stuff!

That gave me the idea that there might be others in our com-
munity facing a similar situation. I will say that when you
participate in any of these programs, you need to read all of
the information. Make sure you know the order of the steps
they want you to go through to get financial help. (In oth-

er words, get a “check in every box” by calling or ensuring
that you have activated your registration for assistance. Fol-
low up!) In my case, I did the steps out of order, and I had to
backtrack and do a lot of extra paperwork (though I did still
get help). It is our responsibility as patients to get ourselves
help, and while that’s a pain sometimes, it’s less of a pain if
you follow the directions carefully without having to back-
track!

The reason for telling you all this is that I think we have a
lot of resources out there that we might not be leveraging for
help. Some manufacturers offer discounts. Others offer pro-
grams for those of us who are temporarily without insur-

Pace g

~inancial Assistance for [Tactor

new product (discuss this with your doctor if you want to
consider it).

In some cases, we might choose not to use a resource. (I have
opted out of one potential resource for now because the pa-
perwork to apply and be eligible was really too much. How-
ever, if my situation changes, I will be rethinking that!)

I enlisted our newest advisory board member, Carnie Aba-
jian, to help to “data mine” for information on this subject,
and she created us this informative table. It contains some of
the help that we can get directly from manufacturers. Patient
Services Incorporated (PSI), a 501(c)(3) non-profit, charitable
organization, is the ground-breaking premium and co-pay-
ment assistance foundation for the chronically ill. Some man-
ufacturers and other organizations offer financial assistance
through PSI. If you would like more information about the fi-
nancial help available from PSI, please call 1-800-366-7741.

In the next newsletter, we hope to cover the help that we can
get from homecare and some other sources. If you have ideas
on ways community members can get help paying for fac-

tor, please send them to Loretta Cordova at loretta.cordova@
sdoinc.org. She will forward them to me, and we will publish
your ideas in the next newsletter!

ance. Many offer samples if you are willing and able to try a Enjoy and good luck!
Pharmaceutical : : _
Company Patient Assistance Program Phone Web Site
CSL Behring Patient Assistance 000 15 http://www.cslbehring-us.com/patients-and-families/
CSL BEHRING Program 1-888-415-2167 reimbursement-resource-center/patient-assistance.htm
. TG https://www.kogenatefs.com/webapp/patients/
BAYER Kogenate Factor Solutions 1-800-288-8374 commercial-copay-assistance-program jsp
BAXTER The CARE Program 1-888-229-8379 _http://www.thereforyou.com/hemophiIia-and-health-
insurance/
PFIZER Pfizer RSVP Program 1-888-327-7787 http://www.pfizerhelpfulanswers.com/pages/programs/
programdetails.aspx?p=12
SevenASSISTM http://www.novonordisk-us.com/documents/article_page/
NOVO NORDISK SevenSECURE® document/patient_assistance_hemo.asp
Grifols Assurance for Patients/Grifols | 1-888-325-8579, : : :
GRIFOLS Patient Assistance Program option 3 http://www.grifolspatientcare.com/
OCTAPHARMA | Outpatient Reimbursement Help 1-800-554-4440 }’;‘]it";"’-w"ate”sa-°°m (click on "Reimbursement” fink on

A handy web site for getting discounts or financial help with many medications is www.rxassist.org. The site is not always completely up to
date, but it is a good place to start.



Academic SChOlarShiPS (Concluded)

Scholarship

Amount

Candidate

Web Site/Phone

Millie Gonzalez Memorial
Scholarship

Five, $1000 awards

Women with hemophilia or von Willebrand disease entering or attending college or
vocational school.

http://www.factorsupport.com/
scholarships.htm
805.388.9336 or 877.376.4968

National Cornerstone
Healthcare Services

Multiple $500 to $1,000
awards

Scholarship program from $500 to $1000.00 per year awarded to a person or
person(s) associated with the bleeding disorders community.

http://www.nc-hs.com/services.html
(scholarship tab on bottom left of page)
877.616.6247

Rachel Warner Memorial
Scholarship Program

Funds are varied and limited.

Person with a bleeding disorder.

www.cott1.or
800.488.2688 or 202.543.0988

Salvatore E Quinci
Foundation Scholarship

Two, $2,000 scholarships

Person diagnosed with hemophilia or other bleeding disorder accepted into an
accredited university, college or vocational/technical school

www.segfoundation.org
781.760.7138

Soozie Courter Sharing
a Brighter Tomorrow
Hemophilia Scholarship
Program

Five, $4,000 graduate study
awards and twelve, $2,500
undergraduate college
scholarships

A student with hemophilia A or B who is a high school senior (or has graduate
equivalency diploma), college student (undergraduate or graduate) or vocational
school student.

www.hemophiliavillage.com
888.999.2349

Statton Family Scholarship

Scholarship to Juniata
College in Huntingdon, PA up
to 100% of need

Candidate: Students must be accepted and intending to study at Juniata College.
Applicants must have been diagnosed with a bleeding/blood disorder and/or HIV/
AIDS or have an immediate family member with one of the diagnosis. They must
apply to the college and state in the application that they wish to be considered for
the Statton Family Scholarship.

www.juniata.edu
ennelv@juniata.edu

Through the Looking Glass
Scholarships

ifteen, $1000 scholarships

Open to all students whose parent has any significant disability or health condition.
Although no specific parental disabilities are prioritized for these scholarships, we
especially encourage those students who have a parent with an intellectual disability
to apply for these scholarships.

http://lookingglass.org/announcements/
scholarships
800.644.2666

Together Forward
Scholarship Program

Four, $2,500 awards

Individuals living with hemophilia or von Willebrand disease enrolled in fullitime
undergraduate studies at a
fourlyear college or university.

www.coramhemophilia.com/scholarship
800.310.4053

The data in this table is from 2012. For more information, use the web sites and phone numbers listed in the table. Good luck!

Hemophilia Awareness Month 2013

In 1986, President Ronald

MARCH |S

HEMOPHILI
AWARENES
MONTH.

Reagan signed Proclamation
5442, declaring the month of
March “National Hemophilia

Month.” We now celebrate

SHOW YOUR SUPPORT FOR THE

BLEEDING DISORDERS

COMMUNITY.

it as Hemophilia Awareness

Month. Tell someone your

story!




T hank You to Our 2012 SPonsors]

| itanium

Novo Nordisk

Flatinum
Pfizer

(Gold

Baxter

Silver

Bayer

Bro nze

Distribution Management
Corporation

Hemophilia Alliance
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Jeffery Duran

. James fﬁ amilton

Alvin and Bennie Hamilton

our supr\ov’t ma.\c s it Posmnlc to serve our lOLdl commui uhj

CSL Behring

AA Auto & Air
Conditioning

Accredo

BioGen Idec
Coram

Grifols
Octapharma
Payroll Company
Walgreens

Bank of the West
Ricci & Company
Sirona Infusion
SW Airlines

SW Cornerstone
US Bank

Arthur J. Gallagher Risk
Management Services, Inc.

Cutter Aviation
Don Chalmers Ford

Majestic Forms

Thank You for Donating in Memory of ...

!'\”h.‘,i .

Dolores Huffman

|
|. Richard Long

RELEREINE
Lisa Cheshire
Heddy Long Insurance

Denise and Todd Hunter-
Gilbert

Mark Judy

MediaWorks

National Cornerstone
Pepsi Bottling Company
TnD Cornerstone
Wecks

Chappelle Family
Cordova Family

Jeffery Duran
Long-Holderried Family
Dan Markham

Al Rizzoli, MD

Ken Wagg

Lori Long and Bryant
Holderried

Jerome and Cassandra Marez
Rose Ortega

Tensegrity Fitness, Inc.

Nara Thacher

Cynthia Winslow

Your hard work makes it possible to serve our blood brothers and sisters

Chuck Boberschmidt
David Buehler

Keri Buehler
Caitlynn Chappelle
Johanna Chappelle
Jean Cole

Elysa Cordova
Julian Cordova
Patrick Cordova
Melissa Farias

Chris Fennicks
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Steve Gosselin

Elvira Guillen

Jose Guillen

Bryant Holderried
Alfonso Jaramillo

Lori Long

Cazandra MacDonald
Joe MacDonald

Rich Mackaron
Claudia Mackaron

Charity Marquez
Jim McKinnell
Brianna Morse
Marilyn Morse
Mandrel Padilla
Laura Powers
Marie Reyes
Ginny Romero
Tamara Root

Sherry Tackett

Alex Trawinski
Alison Trawinski
Sarah Trawinski
Amanda Valdez
Ken Wagg
Patrick Wagner
Rea Watson
Bonnie Webb
Sheri Wells
Becky Ybarra



wilate®

von Willebrand
Factor/Coagulation
Factor VIIl Complex
(Human)

| will take my kids to the beach today

| will wear my new white sundress

=

-

F

| will take control of my VWD

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.

wilale:

The Power to Control VWD

www.wilateusa.com

Important safety information: To report suspected
wilate® is contraindicated for individuals with a history of anaphylactic or severe systemic adverse reactions,contact:
reaction to human plasma-derived products, any ingredient in the formulation, or components Octapharma USA, Inc.

of the container. Thromboembolic events have been reported in VWD patients receiving 866-766-4860 or
coagulation factor replacement therapies. FVIIl activity should be monitored to avoid FDA at 1-800-FDA-1088 or
sustained excessive FVIII levels. wilate® is made from human plasma. The risk of infectious www.fda.gov/medwatch

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 OCI'O phO rmO

treatment with wilate® in patients with VWD have been hypersensitivity reactions.

For the safe and optimal use of human proteins
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