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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 compassionate treatment that extends beyond traditional service parameters by actively working with patients, phy-
sicians, health plans, patient advocacy organizations and the pharmaceutical companies we serve.

Meet Carl Roberson: husband, father, retired
mailman and all around good guy living with
hemophilia since 1940. Carl was born in Dal-
las, Texas before there was any real form of
treatment for hemophilia. After his parents
were falsely accused of child abuse, he was
diagnosed with severe hemophilia at ten
mont hs of age. I n
know how to treat hemophilia, so they used to
treat his bleeds with a warm compress. Imag-
ine that! By the age of five, Carl was receiving
whole blood transfusions for bleeds instead.

Now you would think that if you were living
with hemophilia in
good form of treatment, you would probably be
a pretty careful person, but not Carl. Carl said
he got used to being in the hospital one to two
times per year. Although he was not allowed

to play organized sports, when Carl was 16 he
was in a motorcyciamowr
torcycle wreck that left him immobile for four
months with a knee bleed. He even had to

use a speaker box from home to hear his

school lessons. He has also had a broken
nose, been in a car wreck, and has even been
shot! Carl really is an incredible man.

Carl married the love of his life, Linda, in 1961
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be treating bleeds with Cryoprecipitate and in
1973 he got a job with the U.S. Postal Service.
This was no easy feat for someone with hemo-
philia, and
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| for the 35
years he
worked for
the post office, no one ever knew he had he-
mophjlia until gne day.when he decided to
sﬁagekltwnh taqc]ogv(\}orge?. C.[:trllwgs alking to
the man who seemed really down, so he
asked why. The man sadly confided in him
that his newborn son had just been diagnosed
with hemophilia, to which Carl simply replied,
ALook at me |l dve got
I can do! o Reassur ed
with a new, positive view of hemophilia. Carl

at the age of 21 and hseayssay s Y oful
made it this | ong wi t hpbiiatendtceuse their contlition astagex- 4 0
happy years of marriage, Linda has beenthere cuse. 0 Not Carl, he

to support, encourage and advocate for him.
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All of this is not to say that Carl has not had his
share of hard times, he just prefers to look at
the bright side. Carl has spent most of his life
not going to his local HTC, and is so lucky to
have found a doctor that he likes and trusts.

etween the ages of 21-30 he was treated for
bleeds at the Wadley Blood Bank, and by the
early 19706s he began
laxis and on demand with cryoprecipitate at
home, and says that i
he would simply take pali
out! o Carl even had a d
him a type of hypnosi s
feel the pain of a bleed. He is one of the for-
tunate few who miraculously did not get HIV in
the 19806s. No one i
recommending this type of treatment in the
twenty first century, but Carl is one tough guy
who has been through a lot and never let it
slow him down for long. Carl got plenty of
exercise working his route at the post office,
and he feels his hemaophilia has actually made

im_stronger, person. iS m If
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positive attitude, Carl truly is a miracle. Wait a
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Bleeding Disorders Are Not Just for Boys!

By Diane Kholos Wysocki

| am very pleased to have
been asked to write about
Women with Bleeding Disor-
ders for Specialty Therapeu-
tic Care. | will be writing a
quarterly article for women
with bleeding disorders, so Il
thought in my first article |
would introduce myself, tell
you about my experiences
with my bleeding disorders,
and then go on from there.

mutant, only men can have
bleeding disorders....not
women! o from
medical community. And | believed those individuals because
they were doctors and nurses and other medical professionals.
I believed them because |
been socialized to trust people, especially male doctors, who
had both the education and, | thought, some kind of authority
over me and my health.

My bleeding disorder should have been obvious from the begin-
nng-but it wasnodt. I had a
hood was basicallynon-e ve nt f ul At | east,
thought! As a child, | had the normal bumps and bruises that

were the result of the activities | participated in; however, when |
bruised I really bruised and my skin stayed bruised for a very

long time. Sometimes, my legs looked like | had been in a fight;
and it looked like | lost the battle!

| started my period when | was ten years old. | was prepared
for my cycle to begin and | even remember being excited at this
change in my body. However, | also remember it being painful,
bleeding a tremendous amount, and needing to change sanitary
pads all of the time. At the
and | thought it was normal for girls to have to change their
clothing during their periods and have blood running down their
legs. Sometimes, | had to stay home from school because the
symptoms were so severe. My mother took me to the gyne-
cologist at a very early age because of the bleeding and pain
and | remember the experience as being both frightening and
degrading. | was placed on birth control pills by the age of 13.
This relieved some of my symptoms, but not enough of them.

When | was 16 | had to have my tonsils removed. At the time,
a hospital stay was necessary, and surgery such as a tonsillec-
tomy, required a few days in the hospital. The surgery went
fine, but post operatively | needed to be taken back into surgery
because | was bleeding again. | remember the doctor coming
in to take care of me in the middle of the night, and with me
wide awake, he stuck packs into the open wounds inside my
neck in order to stop the bleeding. My mother tells me now,
that this was her first indication that something was wrong with
me. But still, the doctor made no suggestions to her and looked
no farther into why | was bleeding. A few years later | had my
wisdom teeth pulled, and just like my tonsils | had to return to
the doctor to have my gums packed in order to slow down the
00zing.

In April 1979, | went into labor with my first child Eric. It be-
came necessary for both of us that | be given a C-section. |
was fairly groggy from the drugs and the intense long labor, but

t

I candt even begi
many times | have heard the
statement fAyou mu

p e o p buekept tneatingm®y problems as hormonal.
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r el at inallgdngbled througheut thebnight.t Accoedimgito myyusleahdi | d -

I still remember nurses coming in and out of my room to move
me, change my pads and to give me more drugs for the pain.
Then a nurse came in and noticed how often | had been
changed because of excessive bleeding and realized she
needed to do something. So, she gave me a drug to contract
my uterus, drugs for the pain, and proceeded to massage my
newly incised uterus and stomach in order to slow down the
bleeding. Thank goodness, she gave me the pain-killers before
she did this to me. After 5 days | went home. | repeated the
process, including the extra bleeding, in September 1980 with
the birth of my second son, Jonathan.

After my second pregnancy and after | quit nursing, my repro-
ductive systemasgemedotavgo downhill. | became pregnant
once again, miscarried and required a D&C to stop the bleed-

8d. | dorginued to bleed and went on to have a few more
D&C6s that should have stopped m
they didnodt. Still no one inves

I began the normal routine of taking hormonal drugs, but to no

avail. lwas ons&antl bleedin aéPd ad so muchS abdominai;_E d
p nth3tYwal e ir]ini d to p"flnjii ally &al ddvn §ométim {
woul d bl eed so badly, | coul dnot

the bathroom. Finally in 1983, my doctor decided to do a D&C
and a | aparoscopy,-alkthhownumgetrheb
only requires two tiny incisions. That night | hemorrhaged inter-

tetesy tinded stoedup t woddvpass guobon the floor. He took me
back to the emergency room in the middle of the night, where a
resident gave me pain killers and sent me home. Of course, |

di dnét get better and by morning
and required many units of blood. | was then taken to surgery
to stop the bleeding and given t

women with the types of symptoms | showed - a hysterectomy.
| was twenty-eight years old!

When | was surgically opened up no major bleeding was found,
but rather a slow ooze from all over the abdominal cavity. Be-
weeise | wasl iaving $otmuch pain @arid | Hadhsio sanwaallesioas
from previous surgeries, the doctor also took out one of my ova-
ries. After surgery, | had massive subcutaneous (under the
skin) bleeding. It was quite a sight. My husband felt powerless
to help and had no understanding of what was happening to

me . Still the doctors didnét
the bleeding.

pro

| went home a few days later and began urinating what |
thought was pure blood. |was read-
(‘) | t b e ngiteghto Hp @ospital and finally a he-
matologist was called in who found that
I had had a reaction to the blood | had
apparent received. The hematologist sent my
blood work to the University Medical
that I was Center and called saying | was a hemo-
philiac_and that | was deficient in Factor
not a I vid hae c ecl@d for a bleeding
disorder called von Willebrand Disease,
but felt that this
e % explained that it was very rare for
: women to have any type of bleeding
di sorder, said | was a fAmutant?o
surgery he would give me cryoprecipitate. Finally, | had some
idea about what was wrong with me; it is only too bad that this
knowl edge took place after the
tomy!
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-Continued

I went on with my life thinking | was really strange and that |
was the only woman on earth with a bleeding disorder; | was in
isolation. Finally, my life turned around in 1995 when | was
seeking more information, and called the Hemophilia Society
of Colorado in Denver. At the time, | thought | was calling for
information meant for other people, but as | began talking to the
executive director, | found out that the society was also for me!
It was then that | was told that there were other women with
bleeding disorders and was sent more literature to read over. It
became apparent that | was not alone!

Not Just for Boys

At the same time | was finishing my Ph.D. in sociology from the
University of California in Santa Barbara. With my new found
knowledge that | was not a mutant, that women have bleeding
disorders, but often go misdiagnosed or undiagnosed, | began
researching the area of women with bleeding disorders. |was
finally diagnosed correctly at the age of 39 with von Willebrand
Disease (WVD), which is the most common cause of lifelong
bleeding problems in women.

In 1996 | began communicating with women who suffer from all
kinds of bleeding disorders in order to investigate their psycho-
social and gynecological issues from their own perspectives. |
came into contact with women at hemophilia conferences,
through various internet bulletin boards such as Hemophilia
Support, from advertisements about my project in magazines
specifically for
zi ne dHamadl andyirohemophilia chapter newsletters

from page apundthe country, from myinternet web page, and through

t he BelengingMagal i an

6word of mouth. o

While this article just gives a background on my own personal
bleeding history and how | have used that personal experience
to guide my research on women and bleeding disorders, | be-
lieve we have a long way to go. We all must work together to
increase the awareness of doctors, to provide support and in-
formation to other women (or girls) who still think they are
alone, and we must make sure that there are programs for
women with bleeding disorders in our chapters, and at national
and world meetings. We must pave the way so no female will
ever be told againéobleeding

In my next article | will discuss results found in my study on
Women with Bleeding Disorders.
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Feel free to contact me : Diane Kholos Wysocki,
Ph.D., University of Nebraska at Kearney, Depart-
ment of Sociology, Kearney, NE 68849 -1295,
308-865-8804 wysockid@unk.edu

Meet Taha Amir. Taha and his brother Farooq both have severe
factor VIII hemophilia. Taha, the older of the two brothers, is 25

and has been taking care of and mentoring his younger brother
Farooq, who is 19, since their mom passed away six years ago. Taha
says,
only natural.

ol knew how to deal wi th

Their father, originally from P
then got a job in Saudi Arabia in oil and gas and worked there until
1991 when he returned, with his family, to the United States.

Their mother, who had two brothers with hemophilia and one with-

out, knew she was a carrier and so she was prepared to deal with
her sonsd hemophilia.

Taha feels very lucky to live in the United States since the treat-

ment for hemophilia isnf6t very goo
myyou grer%ﬁd rﬁeﬁj bi&eds, hlé ?eme(?nBe'?s' htlslvfngato g% toth8 cliiclor W& 'S

ER to get his infusions. OMy par e

because my veins were so hard to f

Taha began to self -infuse. He also says that since he was the old-

est boy in his family with hemophilia, his parents were a little

strict and he did not always get to do all of the things he wanted to

do. He remembers having to miss a lot of school because of bleeds

and says, 0The kids at school didr

me funny. ¢ Taha fondly remembers

camp though, and says he really enjoyed making friends who under-

stood his bleeding disorder. He s
friends with hemophili a; itos | i ke
them and talk to them when you ar e
with hemophilia is, O0You should foc
dondt wait to infuse if you are he
|l ate at night and youdre tired. o
Taha currently lives in Richmond, Texas and is studying Business
Management at Houston Community College. He hopes to someday
own or be a partner in his own small business, possibly something to
do with computers. Since he loves to play video (t;ames like Madden,

a lﬁ\/l'Lg, éna IQBA, wlhcln k\ﬁo(\a/vg, marl]ygerséamedayhe wifﬂtﬁrn h}s%o7b19yo s a
into a career! One thing is for s

slow him down.



Pharmacy Corner 2

Weston, Mass. and Stockholm, Sweden 0 July 12, 2010 @ Biogen Idec (NASDAQ: BIIB) and Swedish Orphan Biovitrum
AB (STO: SOBI) today announced results from a Phase 1/2a open -label, dose-escalation, safety and pharmacokinetic study of

t he ¢ o mp a nlastmg fally I-recangbinant factor IX Fc fusion protein (rFIXFc) in hemophilia B patients. The was well toler ated and demon-

strated an approximately three - fold increase in half - life compared to historical data for existing therapie data, which were presented at the

World Federation of Hemophilia Congress in Buenos Aires, Argentina, on July 11, 2010, showed that rFIXFc S.

0Current prophylactic regimens for hemophilia B require i nt rphysi@anscandspa-i nj
tients for a therapy that willdl provide prolonged protect i onndifma blemophiliacaedd i
Thrombosis Center. OResults from the Phase 1/ 2a trial show t hweeklyorHessX F ¢
whi ch would be an i mportant advancement for the hemophilia community.od
0Our hemophilia B program demonstrates Biogen I decds commit meeaftorn op alttii-éntzs
said Glenn Pierce, M. D. , Ph.D. , Vice President and Chi ef Meopedgsiad our@dvéli cer
Fc-fusion technology, rFIXFc has the potential to improve the lives of individuals with hemophilia B by providing longer -lasting protection from

bl eeding. 6

Based on positive results from the Phase 1/2a trial, rFIXFc was advanced into a global registrational trial called B -LONG in January. B-LONG is
designed to assess the safety, pharmacokinetics and efficacy of rFIXFc in the prevention and treatment of bleeding in 75 prev iously-treated
people with severe hemophilia B. rFIXFcds ability to pr evenaluatngtheendnberg -u

of breakthrough bleeding episodes.

OWe | ook forward to results from the registrational trial aae the feequencyeok c it
injections necessary for people with hemophilia B,6 said Petruemw Edman, P

Using the same proprietary technology as rFIXFc, Biogen Idec and Swedish Orphan Biovitrum are also developing a recombinant, long - lasting
Factor VIII Fc fusion protein (rFVIIIFc) for the treatment of hemophilia A. The companies recently announced their decision to advance

rFVIIIFc into a registrational trial based on positive results from a Phase 1/2a open -label, cross -over, dose-escalation study d esigned to evaluate
the safety and pharmacokinetics of rFVIIIFc in people with severe hemophilia A. For more information on the rFIXFc and rFVIII Fc trials, please
visit www.biogenidechemophilia.com or www.clinicaltrials.gov.
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N\ Specialty Therapeutic Care recognizes that, in the bleeding disorders commu-

’ nity, women and mothers have certain needs that are not being met. We get it!
So, in the coming months we will be conducting monthly webinars for both
women with bleeding disorders and for moms of children with bleeding disor-
ders.

If you have topics you would like to discuss and share with others from the
bleeding disorders community, please follow us in our next newsletter or check
in on our web site at www.stcare.com - more information coming soon.

--------------------------------------------------------------------------------------------------------------------------------------------------------------------

: A Specialty Therapeutic Care Patient Testimonial: 61 6ve used five or si
tover the years and STC has been the best. They are so helpful with getting nursing and always willing to help
iout in anyway. They meet all of my needs and overall they really care; they are fast and efficient. | would

irefer them to anyone |l ooking-Texawx a homecare company.
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event . AGol f Gets
in Your BJoodod is
put onin conjunc-
tion with Puget
Sound Blood Cen-
ter and the Bleed-
ing Disorders
Foundation of
Washington. m k

Anna, Charlye Perry, Celia Patino and Norma Oli-
vares at the TexCen/Lone Star Annual Meeting in

Charlye Perry and Dr.Swietnicki at the Bleeding San Antonio Summer 2010. h

Disorders Foundation of Washington Spring
Women and Girls Educational Conference, spon-
sored by CSL Behring, which was held in beautiful
downtown Seattle, WA. This fantastic event was
very educational for all and brought people to-
gether from as far away as Montana! Dr. Swiet-
nicki is the Chief of Staff and Chair at the Depart-
ment of Obstetrics and Gynecology at the Northern
Montana Hospital in Havre, Montana and Clinical
Faculty at the University of Washington School of
Medicine in Seattle, Washington. h

Chad Fredericksen and Charlye Perry at the Lone
Star and Texas Central Hemophilia Association hThe Egberuares are one big happy family, at the
hosted annual meeting held in San Antonio, Texas Bayer and Specialty Therapeutic Care sponsored
in June of 2010. The Specialty Therapeutic Care  €ducation event in Sacramento, CA - summer of
team had a wonderful time meeting with the over 2010.
800 participants at this amazing local event. |

A fun day at the Remlinger Farm event held in

Carnation, WA on October 17, 2010. Left to Right:
Heidi Forrester, Dr Danielle Nance, Charlye Perry
and Brynn Perry. h
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Take out to the ballgame! Mom Aurora and son
Juan G. at The River Cats game in Sacramento,
CA.-a Central CA Hemophlila Foundation/CSL
Behring summer of 2010 family event.

Specialty
Therapeutic
Care patient
Adam Lee at
Camp I-VY -
summer of Charlye
2010. Perry with
Kristin Prlll at
the annual
AShoot fpr
the Starso
casino night
fund raiser h
Specialty Therapeutic Care was a proud table held at El STC patient Hunter and his mom Mindy rode over
sponsor at the fAGolf Getk I n Your Bl oodo |@nahwia | 120 milesinthe Courage Classic bike ride this
event held in July to raise funds for both research Portland, OR s ymmer for the Childrends
and Camp I-VY for children with bleeding disorders on 10-10-10.
in Washington. Specialty Care has consistently f

participated in this event by both being a table
sponsor and volunteering time for this fantastic



