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RECOGNIZING INDIVIDUAL NEEDS...

Exceeding Expectations

Specialty Therapeutic Care is an organization dedicated to meeting the specialized needs of individuals with chronic or life
threatening disorders. Through high quality care management, we continually devote ourselves to provide efficient and con
passionate treatment that extends beyond traditional service parameters by actively working with patients, physicians, healt
plans, patient advocacy organizations and the pharmaceutical companies we serve.

White Balloon

There's a lighted balloon, floating peacefully,

by Dr. Danielle Nance

sion and before the blo S

round and white and partially illuminated from
below in the descending twilight. | watch it,
glowing and floating on its tether above the
yacht sales office on the water. At first |
thought it was a reflection of the full moon, a
trick of the window in the early darkness, as |

gazed out across the water and the crowded
shoreline of Lake Union, in Seattle. This is the
view from the physician workroom, where |
research patient problems and discuss the

uni que aspects of each
make decisions with the attending physicians
about what to do next to help people deal with
and conquer diseases.

In hemophilia care, and care for people with
bleeding disorders, it's not about curing the
problem, it's about preventing complications,
treating each new symptom, stopping the blood
flow before the patient needs a blood transfu-

sels and into surrounding body parts.

It's not exactly what | expected when | put my
feet on the path to becoming a doctor. |
thought that when | became a doctor | would
know everything and be able to make easy de-
cisions because | would know what is right and
what is not, and | expected that there would be
answers.

It all started because / kept bleeding; | was
always bleeding from somewhere. Eventually,
a mouth bleed and then a joint bleed into my
knee got me a ticket to see the hematologists
at a University Hospital, where a "dumb medical
student” suggested that | might have hemo-
philia, she really stuck her neck out for me be-
cause "girls don't get hemophilia." She was
right, and | was diagnosed, but the diagnosis
didn't always help me, it was challenged and
challenging! My family relocated when | was
still very young and | had to see a new set of
doctor s. They knew th
theysaidil didn't have hemophilia,d had von |
Wil l ebrandds Disease.

My bleeding stories are similar to most women
with bleeding disorders -- oozy, messy, painful
and embarrassing. They are documented
somewhere. | would like to share with you how
this disagreement among physicians fueled my
desire to become a doctor. Every time |
showed up at the emergency room, the doctors
debated and debated about whether it was

hemophilia or vWD, but my factor VIII level is
really low and my vWD levels are normal.
Eventually, my genes were sequenced, proving
that | do in fact have hemophilia.

| knew | wanted to be a doctor when | was 10
years old. In the back of my classroom, there
was a shelf of books that we didn't use. | kept
looking at them, wondering when in the course
of the year we would get to them. One day,
during some free time | had after finishing my
math worksheet, | asked my teacher, Mr.
Anderson, when we were going to pull out
gh?se k?ook‘sN gey vere ﬁ\ Belrleg 8nd‘|r§t aid .
and health an were written for young people
)gwere already old, having been published
in the 1950's and were no longer part of the
curriculum. It was a sunny day, with patches of
sunlight brightening up the shelves, and as the
thin books had white covers, they shone in the
morning light. | asked if | could read them,
and my dear teacher looked kindly on me and
said of course | could. | could take them home,
too, if | wanted and bring them back.

Continued on page 4



2Advocacy In Austin

In mid April of this year, a select few individuals all affected by hemo-
philia in some way, shape or form, gathered in Austin, Texas. We
gathered at the Texas state capitol to voice the concerns of the hun-
dreds of individuals in the state who are living with bleeding disor-
ders and to meet with our representatives who make decisions eve-
ryday on our behalf. Al t hough
disorders community has been involved in advocacy, this year things
were a bit different.

Change and budget cuts were the main topic of conversation, which
this time had the potential to adversely affect our treatment, long
term care and power of choice. We were very well represented by

Washington Days 2011

ltés time for an u
Washington Days an
trip to Capitol Hill. There were about
300 people from the hemophilia commu-
nity in DC Iobbying regarding healthcare
from February 17" to February 20",
2011. Our small group from Texas con-
j sisted of members from the Texas Cen-
tral Chapter and the Lone Star Chap-
ters, and we had an awesome day on
the hill! Washington is a really a busy place right now with Congress
setting the new budget, but | think we made some progress. The
results were as follows.

First of all, | think almost everyone would agree that what we have
fought hard for and have gotten results from Healthcare reform this

year, and these results are likely to stick. Things like no more lifetime

caps, young people being able t
they are 26, pre-existing conditions being lifted for children and Na-
tional High Risk pools being formed are all positive results that are
here to stay. Almost all the congressman and senators we talked to
said that it is unlikely that healthcare will be repealed before the next
election. If we get a shift in power with the next president it could
happen, but once things are in place in Washington it is hard to undo

what has already been done.

Secondly, most things other than increasing Medicaid spending, addi-

tional taxes and the issue of mandating that people have insurance
are agreed up upon by both sides. The real problem is that the
heal thcare bill is full of wunne
There are a lot of hidden things in it that are causing the controversy.
| wish we could just have a healthcare bill that is just about health
care and not 2000 pages of who knows what. The main problem
with healthcare reform is that it really comes at a bad time. Unlike
times in the past when there was a surplus of money, our country is

by Steve Calderon

many including: Debbie de la Riva, Advocacy Chair for the Lonestar
Chapter and Ryan Crowe, President of Texas Central. Their voices
were a big help in making sure budget cuts did not do away with a
proposed committee to be permanently placed on behalf of the
bleeding disorders community. This committee that is and has been
necessary for many reasons is made up of individuals in the health-
care community associated with hemophilia. The committee will be
able to correctly point out issues, solutions and suggestions to ours
state representatives. We will not know how such budget cuts will
affect our community for a while but we can be assured our voices
were heard and not ignored.

To talk to Steve Calderon about this Advocacy trip or future advo-
cacy trips please email him at: Steve.calderon@stcare.com

by Andy Matthews

p réalytiretroubla with its iurdbalapeed budgest and that just spills over

d into healthcare ntHopefally, wg darsget a handle on spending in
Washington and there will be some room for compromise on all of the
things that affect us in the bleeding disorders community.

Lastly, there is a lawsuit in which about half of the states are suing
the federal government because of the healthcare reform bill. It says
that it is unconstitutional to mandate that all people have insurance.
We heard that it could be quite some time before that issue is settled,
so states have to start preparing for what is already in place in the
healthcare bill anyway.

I hope this helps get you up to date. We will just have to wait, watch
and see what happens next. | encourage you to get involved with
your local chapter and do some lobbying on the state level. If you
have never done any before, you
to see how you can make a difference and who knows who you might
meet., | met Ron Paul, vr\]/ho ran for Bresident apdAmay againlwhile |
was iy WabhingtSh. et parentostpolicy
All'in all, healthcare reform has helped the hemophilia community
and | just hope and pray we will come to some type of reform that will
help everyone and end this terrible insurance crisis in America.
Really, it will be the next two years and the changes that take effect
in 2014 until we know what the overall outcome for healthcare reform
will be. Here are a few good sites if you want
to stay abreast of th
site, www.hemophiliafed.org, or
www.healthcaregov.org. Thanks for reading,
Candsagwgyrs read taﬁmu%h as you can ar#]d or
Fonret’ Y or get? "t o st apy
mately that is the way we are going to get our
healthcare problem fixed. Andy
You can email me at:

andy.matthews@stcare.com

s |

F Yp ©


http://www.hemophiliafed.org
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Twenty-three year old Andrew Schnitker has loved football and periences | had .com.pletely validated my desire to do sports journal-
hockey his whole life, and even though he has severe factor VIl he-  ism...spending time in the Texas Rangers clubhouse and field every
mophilia, these sports will al waFydaynight, interviewing Rangers thitd basemarmMichael [Younge .

two target knee joints, he has always had high hopes of becoming a ~ at Valley Ranch. 0 He says he had the ch
sports broadcaster after his college graduation. the bare essenti al s wabgiervawiableap-i s
portunity to make a mark on the sportscasts for the day, and that was
Andrew grew up in Dallas, Texas, and also has a brother, Michael, — special to me as an intern. | met the greatest and nicest people at
who has hemophilia. (His mom knew she was a carrier because her both internships, but the sports crew in Austin really gave me the

ndr ewd. s V|ceto kids with hen

When Andrew was in school he di d‘ooax rt"’hda'to sarg,osw Inlarﬁ"’aas I-fehn?opshﬁolr
director on 91.7 KVRX for a year. | did the Longhorn College sports |, 5 ay different cha

7you IJust have
talk, it was an FM spot Tuesdays; pty 'youheareXpola'AnnSd An diee
started out as a guest on the show, and finally was given a show of fCh o

my own show!l o He says, fil have pasgltﬁeoanddg& Molved Bt yourbchéof. BveronePin cBifede ant S
radio. | loved it because | could create a character. | could show up to meet new people and learn about different cultures, so jump in and
in athletic shorts and a T-shirt, it was such freedom- so enjoyable. embrace it! The more learning and growing you do during your col-
was a stress release for me. 0 l ege years the more likely you w
Andrew states that the internships he did while in college were what ~ That sounds like good advice from a twenty-something who has it all
mat t er e dl wasdusky enoughfio be granted two internships at  together and is now reporting live from the world of sports.
spectacular TV stations while | was still in school. 6 The f i Angdrew Sehnigker i the sports director and sports anchor for

at CBS-KTVT, andthenasecondat CBS-KEYE i n Aust i WEXL Fax3hireAlbany, GA and Mysouthwestga.com

0 s e . i
his very own. He jokes, Al justysfid Bome d’ftﬂé b@s’i‘éx;?eﬁeﬁclesfbﬂyou\‘h?et |lea'rn aé rh'u@hyas qu*

right, because even though Andr ewsichingDabas Cophoysyninitcraenpe o g @m Codvbe YIS
a
m

—
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I simply explain without being rude, | have hemophilia,

Hemo-what-ia
A silly poem by Mindy Ritchie

Sometimes itdés a drag, but most |

With all of the maintenance, sometimes | feel like crying,
| have hemophilia,

. ) But itdés better than the alterna
But just what does that mean -ia?
My bl ood doesndt clot | ike most pfroyodus@s!| dioeesus to publish your sil
If I get injured, there could be a flood! mindy @stcare.com '
(Just kidding!)
I bleed inside; sometimes itds really pai

Then comes the infusion, | find it disdainful.

I am lucky for sure, good treatment is available,

Just wish instead of poking it could be inhalable.

Sometimes my friends ask, OWhatds wrong

t
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dad had hemophilia, so she knew Andrew would have hemophilia confi dence that | could pursue al c

before he was born.) AThe thi m@grel nolv lsp'én‘?is elle\?eﬁtﬁ fweh RoRirtidys Wbikitg, BlSayd € mp P
is having target joints; both of my knees the time ies by because heminovles
are pad. | had_ a port a cath from age 5 to 13, and started prophyIaX|s charge of all the orts content_ for the station, meap g I'm doing the
then since 1 started developing g dindfig Zﬁbo{lnﬂ edltlﬂg,\j}lﬁngénﬁﬁcﬁj rLg’sThemorn ngr
parents kept up his prophylaxis and he eventually beat his inhibitor. ings and afternoons are spent out in the field compiling footage in
reparation for a tiny segment on our 6:30 newscast, and a five min-

When he was a boy, Andrew loved to yvatch the Dallas Cowboys Etezportscast in ou)rllogp])m newscast.o Sometimes hel s
footballlgames and remembers vyatchmg the Dallas Stars hockey forgets to eat he is so busy, Ibut
team win the Stanley Cup with his dad. He really wa1~nted to play, but get paid to cover sports plaln nd S|mp|e an sports fans drea |
was never allowed to. iMom and %)lp a 8 e/ n} )
he says. Unli ke Andrewébés brot her M| chael who coul d pI ay s ome
sports and avoided target joints, Andrew found another way to folow He i s exci ted about his future and
his passion. Since he has always loved sports, and has been acting  better than to get paid for doing some-
since he was five years old, he found a way to combine the twointoa t hi ng you | ove. H
career. Andrew studied communications at the University of Texas in when | was in school, | hated English,
Austin, and now works as a sports director and sports anchor for but loved geography and history. Now |
WFXL and Mysouthwestga.com in Southwest Georgia. You see, am a sports writer
there is more than one way to have a career in sports! So now happy guy alshinktlEs gig &
maybe little brother can play baseball, and Andrew can report on the ~ as good as it gets to actually playing the §&
game! He says, fl love sports, giatness .s0o meStohiinfg Ytohus
gether, and to see the drama unfoeemM is a thrill.o



White BalloOncontinued from p. 1

| read every one of the series of thin paperback
books in no time and was fascinated by the
concepts of first aid: staunching blood flow,
treating wounds, applying tourniquets. | was
sad when | had finished that last one and |
didn't think to ask for more books, because |
hadn't seen anything like them anywhere else.

| grew up and strayed from my path to medical
school. Along the way, | struggled with feel-
ings of distrust of my body, because my hemo-
philia is moderate and | don't bleed all the
time. | felt betrayed by my body, and | never
knew when | would bleed or when | would
have to explain the latest injury to someone. |
shied away from things | really wanted to do,
like traveling abroad, or even camping trips
with my roommates. It was particularly hard to
date. | always felt that hemophilia was a
shackle, one that would be too burdensome to
ask anyone else to shoulder with me.

| went back to college after several years of
waiting tables and working in clothing stores
because | sensed that there was more out
there for me to know and understand. |
wanted to understand for myself why my
symptoms were sporadic yet devastating. |
wanted to know how to treat myself and how
to take care of myself.

I was so nervous on my first day of medical
school, but immediately, | felt at home. | was
surrounded by people who are like me, who

use words in the ways that | use them, and
who think really BIG! The most wonderful
thing about being around smart people is how
they ignore the usual boundaries and really
create fantastic and marvelous realities. It was
a lot of work and discipline (a thing I'm not
really that good at) to succeed in medical
school, but it has been so much fun. They say
a person doubles their vocabulary during medi-
cal school. So now, | have the language to
understand how the body works, and | have
found so much joy in translating that knowl-
edge and sharing it with the folks who come to
visit me.

The balance between health and disease is
delicate, and it requires attention and love. |
also want to share with you some of the per-
sonalities | have encountered along the way,
the great people who envision better care and
better treatments for bleeders: George, Chuck,
Art, Neil, Andi, Barb, Tom, Chris, Ken, Bob,
Dana, Craig, Donna, Diane, Carol, Laurie, Amy
and so many others who | don't have room to
list here today.

The first conception of a hemophilia treatment
center was in the early 1970's. Now, 40 years
later, there are over one hundred treatment
centers, all of them doing amazing work with
limited resources. Much of the specialty care
is donated to people with hemophilia, especially
dental work and orthopedic surgery. It's amaz-

ing what a few hundred men
and women can accomplish
when they all put their
minds to it, and it is happen-
ing all over the world. The
new areas of research inter- >
est in bleeding disorders are

many, and many people build their entire ca-
reers on taking care of and understanding
bleeding problems.

Thank you, family, friends and physicians, who
have cared for me, listened to me, taught me
and tolerated my slow and painful growth into
my current self. May we all share in hope for
the future and the joys of the present.

About the Author: Dr. Danielle Nance completed her
medical degree from SIU School of Medicine in Spring-
field, Illinois in the spring of 2005 and has vast experi-
ence with organized medicine through leadership in the
American Medical Association and active participation in
AMPAC, the political action arm of the AMA. As a woman
with a bleeding disorder
and mother of a son with
severe hemophilia, she is
committed to compre-
hensive, accessible care
for people with chronic
medical illnesses. She
has had a passion for
improving access to

il health care and has
gladly served on the

| Patient Services Board of
| Directors since 2005.

Patient Assistance Programs Exposed

by Mindy Ritchie

Hemophilia is one of the most expensive genetic disorders there is to treat. Sometimes having hemophilia also comes with having other ex-
pensive illnesses too. The good news is that there is plenty of financial assistance out there for people living with hemophilia, you just need to
know where to look for help. Spend some time looking at the following web sites, and apply for those programs that you feel you may qualify
for. They may take some time to apply for, be patient and ask for help in the process if you need it. Speaking from experience, you never
know, assistance, with the high costs of treating hemophilia, may be closer than you think.

e PSI, Patient Services Incorporated: www.patientservicesinc.com can help hemophilia patients with expensive yet necessary insurance
premiums as well as items like Medic Alert bracelets and any necessary items like ancillary items, helmets, canes, crutches, etc. See
more in our last newsletter at: orghttp://www.stcare.com/documents/2011 stcare newsletter winter.pdf

» RSVP from Pfizer : RSVP or the Reimbursement Solutions, Verification, and Payment HELPIline-is a reimbursement support service and
patient assistance program designed to help patients gain access to the Pfizer medicines they need. They can help get you Pfizer factor
or can help with your co-pay and deductible insurance payments. To apply please go to or call: http://www.pfizerpro.com/hemophilia/
patients/1 or 1-888-327-7787

»  Needy Meds : http://www.pfizerpro.com/hemophilia/patients/1 is a 501(c)(3) non-profit information resource devoted to helping people in
need find assistance programs to help them afford their medications and costs related to health care.

»  Chronic Disease Fund ®: a non-profit, full service financial and medication assistance organization. They exist to improve the health
and quality of life of patients battling chronic diseases, cancer or other life-altering conditions who cannot afford the medications they so
desperately need. To contact them or apply for assistance go to: http://www.cdfund.org/

» HFA Helping Hands program: is designed to establish a rapid, non-invasive source of relief for emergency situations or urgent needs to
those persons who are affected by hemophilia or von Willebrand disease. To find out more, please go to: http://hemophiliafed.org/
programs-and-services/helping-hands/

. Partnership for Prescription Assistance  : For The Partnership for Prescription Assistance helps qualifying patients without prescription
drug coverage get the medicines they need for free or nearly free. Their mission is to increase awareness of patient assistance programs

and boost enrollment of those who are eligible.1-888-4PPA-NOW or http://www.pparx.org/



http://www.cdfund.org/
http://hemophiliafed.org/programs-and-services/helping-hands/
http://hemophiliafed.org/programs-and-services/helping-hands/
http://www.pparx.org/
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'S First Regiona

by Vicky Lan

Symposiunt

On May 13" and 14", | had the pleasure of attending my first regional
Women & Girls with Bleeding Disorders Educational Symposium at the
Edgewater Hotel in spectacular Seattle, Washington. The weather was
superb. As a long-time resident of sunny California, | had been hop-
ing for and anticipating rain during my trip. Thankfully, | was not disap-
pointed.

Their were many interesting speakers including Dr. Danielle Nance.
Among the valuable information Dr. Nance imparted, | appreciated that
she stressed the importance of finding a care provider that you trust
and are comfortable with. Sometimes, | think that life becomes so
busy that | tend to settle and do not continue searching for the doctor
who is just the right fit for our family.

Dr. MinaNguyen-Dr i ver 6s tal k was
strategies for dealing with pain. The strategies shared included: deep
breathing exercises, guided imagery, distraction, and staying active.

About the Author:  Vicky Lan has three children and of the three, two
have severe hemophilia, a son and yes, a daughter. She was one of
the selected few who was flown in from Sacramento, California to at-
tend this event. Her husband, Robert Lo is a board member of the
Central California Hemophilia Foundation. The couple and their young
children have been an immense help to their local chapter of the He-
mophilia Foundation. When there is an event, you can count on one of
the Los to assist in helping Sean Hubbert, the CCHF president and
team member of Specialty Therapeutic Care in any way they can.

Friends Melissa Clarkson, Sean Hubbert, Linda Harring-
ton, Charlye Perry, Jen Aiken, and Vicky Lan at The Old

i nf or maSpaghetti Faciody dinnet at the sytmposipne.c i f i ¢

Dr. Nyugen-Driver even led the audience through the process of

guided imagery. These are invaluable tools to use for coping with

pain.

Lorraine Flahertydés session about| physical activity in women wifth

bleeding disorders served as a reminder of the importance of exercise

to reduce the risk of developing health problems. | kept her handout

entitled, 30 Minutes for Lifeo wWhich Iists specific benefits gfit]

utes or more of daily brisk walking. When | got home, | posted it on

our bedroom door to inspire and remind me of the concrete advan-

tages of carving out half an hour a day to improve my health.

I left with a sense of renewed purpose to take more responsibility for

my life and the lives of my children, especially from an exercise per-

spective. This symposium was so valuable because | was not only

reminded by Dr. Nance of how far treatment for women with bleeding

disorders has progressed, but | had the opportunity to meet some

strong, courageous caregivers who have dealt with not only their own

bl eeding i ssues but also their chliil drends. I Il ook forward to|coni

with these new friends at future events.
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ogy, infusion and specialty phar- | Many factor companies are in the process of developing new
macies. Machelle's passion for | and possibly longer lasting hemophilia clotting factors at this
excellent patient care is coupled | time. There are also new mixing and factor recording devices
with an interest in keeping | out there to explore and use. This is exciting news for the he-
abreast of the most recent clini- | mophilia community. Rather than reprint information that is on
cal developments in hemophilia)l3 |1 | of the manufacturerso wel s
care. She especially enjoys con- | |4y of links with great information regarding this information.
tinuously learning and the feeling | pja4se visit these valuable web sites, read up and stay in-
she gets while helping patients. formed
gﬂg?Chzl(Leneglrggis St(r:\ll\\lliig oceonookl: For i n_f or mat i on on Bi ogen | dgc¢

If you hear a friendly new voice ing,,reading and crossiné things http://www.biogenidechemophilia.com

on the phone when you call STC  off of her long bucket listt Sheis|To fi nd out more about Bayerds

it may be the voice of Machelle an active volunteer for the Susan | tor VII go to: www.clinicaltrials.gov and for information on the

DeRon. Machelle joined STC in G Komen Race for the Cure, | Factor Track go to: www.livingwithhemophilia.com

early 2011 as Director of the and volunteered to help set up o o

Pharmacy. She is responsible the pharmacy at the George R.|NOvo Nordisk is investigating two compounds to treat factor XilI

for directing and supervising all Brown Convention Center after | deficiency, go to: www.novonordisk.com/press/news/news.asp

da”y pharmacy aCtiVitieS, includ- hurricane Katrina evacuations to to find out more

g‘g quality assurance. She has Houston. For informati on -io-one Rixing degicedos 1l e\

een in the industry for over 25 .
years concentrating on oncol- Xyntha look at: www.xyntha.com




