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866.972.5888

~ a TriCare Provider

Breaking Barriers

Letter from the CEO:
Being prepared for a natural disaster is imperative and can be a life & death issue. During our recent
hurricanes, Harvey and Irma, we discovered how devastating it can be in the best of circumstances. It
is during these times, that having extra medications and an emergency plan in place can greatly
reduce the stress on the family dealing with chronic diseases. We must also be the voice of advocacy
with our insurance carriers to explain the trickle-down effect of how not processing claims efficiently
can affect our ability to be prepared for an emergency situation. We apologize for the 2 week delay in
getting this edition of Breaking Barriers out. Our office is located in Houston and although we are
safe and dry, the effects of Harvey still are being felt.

!1

SEPTEMBER 2017

Just B
Conﬁdent
With IXINITY, I have confidence in my
ability to manage my condition.
—Joel has hemophilia B and uses IXINITY

See why Joel switched to IXINITY at JustBIXperiences.com

This information is based on Joel’s experience. Different patients may have different results. Talk to your doctor about whether IXINITY® may be right for you.

INDICATIONS AND IMPORTANT SAFETY INFORMATION
What is IXINITY®?
IXINITY [coagulation factor IX (recombinant)] is a medicine used
to replace clotting factor (factor IX) that is missing in adults and
children at least 12 years of age with hemophilia B. Hemophilia B
is also called congenital factor IX deficiency or Christmas disease.
Hemophilia B is an inherited bleeding disorder that prevents clotting.
Your healthcare provider may give you IXINITY to control and
prevent bleeding episodes or when you have surgery.

• Your body may form inhibitors to IXINITY. An inhibitor is part of the
body’s defense system. If you develop inhibitors, it may prevent
IXINITY from working properly. Consult with your healthcare
provider to make sure you are carefully monitored with blood tests
for development of inhibitors to IXINITY.
• If you have risk factors for developing blood clots, the use of
IXINITY may increase the risk of abnormal blood clots.

IXINITY is not indicated for induction of immune tolerance in
patients with hemophilia B.

• Call your healthcare provider right away about any side effects
that bother you or do not go away, or if your bleeding does not
stop after taking IXINITY.

IMPORTANT SAFETY INFORMATION for IXINITY®

• The most common side effect that was reported with IXINITY
during clinical trials was headache.

• You should not use IXINITY if you are allergic to hamsters or any
ingredients in IXINITY.
• You should tell your healthcare provider if you have or have had
medical problems, take any medicines, including prescription and
non-prescription medicines, such as over-the-counter medicines,
supplements, or herbal remedies, have any allergies, including
allergies to hamsters, are nursing, are pregnant or planning to
become pregnant, or have been told that you have inhibitors to
factor IX.

• These are not all the side effects possible with IXINITY. You can
ask your healthcare provider for information that is written for
healthcare professionals.
You are encouraged to report side effects of prescription drugs
to the Food and Drug Administration. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.
Please see accompanying brief summary of Prescribing
Information on next page.

• You can experience an allergic reaction to IXINITY. Contact your
healthcare provider or get emergency treatment right away
if you develop a rash or hives, itching, tightness of the throat,
chest pain, or tightness, difficulty breathing, lightheadedness,
dizziness, nausea, or fainting.
Aptevo BioTherapeutics LLC, Berwyn, PA 19312
IXINITY® [coagulation factor IX (recombinant)] and any and all Aptevo BioTherapeutics LLC brand, product, service and feature names,
logos, and slogans are trademarks or registered trademarks of Aptevo BioTherapeutics LLC in the United States and/or other countries.

© 2017 Aptevo BioTherapeutics LLC.
All rights reserved. CM-FIX-0137
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Varicose Veins:
The Hidden Danger in Bleeding Disorders
Most women with bleeding disorders struggle for the diagnosis. The average time is 16
years, according to NHF’s Victory for Women. 16 years of suffering, bleeding, and
being told that it must be something else because women don’t have hemophilia. I was
fortunate on that front. I was diagnosed in 1977, at the age of 5. At the time, it was
almost unheard of that a girl would get an official diagnosis of hemophilia. After all,
hemophilia was a “male disease”.
I spent the next 15 years, pretty isolated from the world of bleeding disorders. Almost
every doctor dismissed the fact that I had hemophilia as my overactive imagination. I
heard “That’s impossible, women can’t have hemophilia” more times than I can count.
I was 20 years old when my son was born. As I was checked in to labor and delivery, I,
once again, told the doctors about my hemophilia. Only to once again, hear that
dreaded sentence. Due to the obvious ignorance of the doctors, I suffered excessive
bleeding. That was the only major issue I had before I had access to treatment.
My son was also born with hemophilia and we ended up with an amazing doctor who
was extremely proactive and for the first time, treated my hemophilia aggressively as
he did my son’s.
I had a number of bleeds over the next few years. Joint bleeds and muscle bleeds, some
were spontaneous, some injuries. Being taken seriously felt amazing. I was being
treated when I needed it and never worried about not being listened to. After this doctor
left the hemophilia treatment center, I was once again left to fend for myself, until I
found another open-minded hematologist. It took some time, but I found one 4 hours
away in San Antonio.
The treatment center in San Antonio works very well with me remotely, but it’s worth
the annual drive in for quality care.
Fast forward to my 30’s, I’m working and traveling quite a bit. I began to notice
something that was not normal for me. I was having some swelling issues, mostly in
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my legs and feet and mostly when I was traveling. I asked my primary care physician
about it and he acted like it was normal and prescribed fluid pills for me. Over time, the
symptoms progressed. I was swelling even when I was at home. I tried a new doctor. I
asked that they check EVERYTHING; kidneys, thyroid and anything else that might
contribute. This was NOT normal. All my tests came back normal. I was prescribed
more fluid pills.
During this time, I also began to have knee bleeds. My right knee developed into a
target joint. I spent weeks infusing prophylactically. There were times I was infusing
three times a week, sometimes daily, and then there were weeks I would infuse every
12 hours. It seemed the only effective schedule was infusing every 12 hours, anything
less and the bleeding returned. I was working with my hematologist and it seemed
nothing was helping. I was having pain every day. It affected every part of my life. I
was having trouble traveling for work, exercising, using stairs, and many times even
walking was painful. The infusions, the cryo-cuff and RICE (Rest, Ice,Compression,
Elevation) were only short-term solutions. Nothing seemed to be providing lasting
relief.
In an effort to get my health under control, I spent six months focused on trying to get
control of whatever was going on with me. Inhibitor tests came back negative and I
dismissed that diagnosis anyway, based on the fact that I rarely bled anywhere else. It
was mainly the knees. I struggled painfully at the gym with the lightest of weights,
thinking building muscle around the joints would strengthen my knees and prevent
bleeding. I threw myself into a yoga routine and even that was excruciating most days.
I just kept plugging away. Finally, I began to see improvement. The pain was beginning
to lessen and I was thrilled.
Unfortunately, my joy was short-lived. The frequent bleeds began to return, along with
the pain. Once again, I was thrown into a cycle of infusing and RICE. By now it had
been 5 years that I had struggled with bleeds and pain. I had questions and no answers.
Then the pieces seemed to begin to fall into place. FINALLY.
I was at home one afternoon, just looking through my community newsletter and ran
across an ad for a Texas-based vascular center with a location not far from me. The ad
had several bullet points on vascular disease and specifically varicose veins. It stated
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that vascular disease was progressive and the earlier it was treated, the better the
outcome. Now keep in mind, I was a yogi who attended at least 3 yoga classes a week
along with strength training and I had been working with a personal trainer trying to
strengthen my knees. It had been very painful, but I really felt I was on the right path. I
had one little varicose vein above my right knee, maybe an inch long, but I decided I’d
have it checked anyway.
I made the appointment for a consultation and they had time to do a diagnostic
ultrasound the same day. I was FLOORED when the results came back! I CANNOT
tell you how shocked I was. According to the ultrasound, I had varicose veins in both
legs. The left leg was actually larger than the right, but the integrity of the right was
worse. I found out that where I should have less that half a second back-flow in my
vein, my right leg had 7.5 seconds of back-flow. At the time, I really didn’t realize what
that meant, except it sounded really bad. The vascular center was going to work with
my insurance to make sure that the procedures recommended were covered and I was
sent home with a pair of uncomfortable and frankly, unstylish compression stockings.
The physician’s assistant I had been working with stated she didn’t expect the stocking
would make much difference for me because my vein issues were mostly above the
knee and these were knee high.
While I waited on word from my insurance, I began to research varicose veins and
vascular disease. It was enlightening, to say the least. When I thought of varicose veins,
I imagined old ladies with bumpy, swollen veins. It was mainly cosmetic, right?
WRONG. It is often a painful condition and progressive, according to Dr. William Fox.
Dr. Fox is a Vascular and Interventional Radiologist at Hamilton Vein Center in
Houston TX.
I also found out, much to my amazement, that the veins leak (hence the swelling).
That’s right, the veins leak. Fluid AND blood. According to Dr. Fox, as the pressure in
the veins increase, red blood cells leak through small holes in the veins. This was not
good news for a bleeder. I called my nurse in San Antonio to discuss my newfound
revelation and my theory.
My new theory was that the bleeding I had been experiencing was not coming from
inside the joint (where all of my experience with joint bleeds, personally and
professionally, led me to believe), but from the veins surrounding the joints. After all,
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the ultrasound showed the vein above the knee to be in much worse shape than the
others. This also explained why no amount of factor or RICE seemed to provide lasting
relief. She confirmed that my theory was viable and I was relieved that at last, after 5
long years, I might have the answer I had been searching for. It had never occurred to
me, or apparently any of my physicians, that my swelling and knee bleeds could be
related to my circulatory system. I felt immense relief.
I asked Dr. Fox to help shed some light on the subject of vascular disease aka vein
disease and varicose veins. He graciously agreed.
TD: Can you define "vein disease" and explain the symptoms and complications?
WF: Vein disease is a medical condition affecting more than 30 million Americans
that develops when the valves that keep blood flowing out of the legs and back to the
heart become damaged or diseased. Healthy leg veins contain valves that open and
close to assist with the return of the blood back to the heart. Once damaged, the venous
valves will not close properly and blood begins flowing backwards towards the feet– a
condition known as venous reflux.
Signs and symptoms of vein disease include leg heaviness and fatigue, pain, RLS
(restless leg syndrome), night cramps, edema (swelling), skin changes, rashes,
darkening of the skin, and venous ulcers.
Published data suggests that two years after treatment, 96-98% of the treated veins
remain closed and free from reflux, the underlying cause of varicose veins. While
infrequent, there are some complications that include: deep vein thrombosis (DVT),
endovenous heat induced thrombus (EHIT), phlebitis, cellulitis, non-closure,
pulmonary embolism, and ulceration.
TD: What causes the achy feeling many describe?
WF: Symptoms caused by venous reflux or venous insufficiency, are related to the
increased pressure within the veins and ultimately the surrounding tissues. People who
have venous insufficiency can have symptoms even without visible varicose veins. In
more severe cases, chronic venous insufficiency (CVI) may result in leg swelling, skin
darkening or hyperpigmentation, skin thickening or lipodermatosclerosis (scarring and
thickening of the fat and skin), and even open sores called ulcers.
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TD: It is my understanding that varicose veins leak as the blood pools in the
extremities. Is this an accurate description and what causes the veins to leak, if
that is the case?
WF: Hyperpigmentation is one of the many signs of vein disease and is caused by
hemosiderin deposition. It is the leaking of red blood cells into the tissues through
small holes in the vein walls that causes the skin staining known as hyperpigmentation.
There is an increased blood flow in the area of the skin changes. However, despite an
increase in blood flow there is a decreased delivery of oxygen and life-giving food to
the tissues.
TD: Are there always signs or symptoms of varicose veins? Is it progressive?
WF: Vein disease can be present with one or several symptoms. In fact, half of vein
disease patients do not have any visible signs like varicose veins, so they are unaware
that their veins are even the cause of their leg pain and other symptoms. Many
physicians also do not realize that the underlying cause of patients’ symptoms is vein
disease, so they prescribe “band-aid” treatments that do not address or treat the source
of the problem.
Vein disease is a progressive medical condition. Symptoms worsen over time and
require medical intervention. The good news is that there is treatment available to help
at all stages of the disease.
The purpose of writing my story is to hopefully make people aware of the risk. With so
many people in the general population diagnosed with vein disease, I was certain that
some of the bleeding disorder community should be aware. The complications of
varicose veins can have an enormous negative impact on someone with a bleeding
disorder, as my story shows. I am still recovering from complications of prolonged
bleeding into my knees. Due to not having a diagnosis early on, I now have synovitis,
arthritis, and a Baker’s Cyst behind my knee joint. A Baker’s Cyst is a cyst behind the
knee joint which fills with synovial fluid when inflammation in the joint (typically
arthritis) causes the joint to produce excessive fluid. It is painful, and while there is
treatment, my orthopedic surgeon stated that it would not be a cure until the underlying
cause of the inflammation is treated.
I am not the stereotypical older lady with bumpy veins, and as Dr. Fox stated, half of
all people diagnosed with vein disease have no symptoms. Finding out that my veins
were leaking was scary, yet enlightening. I had my answer, after years of pain,
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hundreds of needle sticks and hundreds of thousands of units of factor. I am relieved to
be able to say that I am on my way to a better quality of life and being able to look
forward to the day I can go days without pain from the simplest of movements. I may
not be able to undo 100% of the damage done, but I can try. ~Tammy Davenport Treat

A treatment for hemophilia A
that’s designed to fit into your life

Indications and Usage
Novoeight® (Antihemophilic Factor [Recombinant]) is an injectable medicine used
to control and prevent bleeding in people with hemophilia A. Your healthcare
provider may give you Novoeight® when you have surgery.
Novoeight® is not used to treat von Willebrand Disease.

Important Safety Information
You should not use Novoeight® if you are allergic to factor VIII or any of the other
ingredients of Novoeight® or if you are allergic to hamster proteins.
Call your healthcare provider right away and stop treatment if you get any of
the following signs of an allergic reaction: rashes or hives, difficulty breathing
or swallowing, tightness of the chest, swelling of the lips and tongue, lightheadedness, dizziness or loss of consciousness, pale and cold skin, fast heartbeat,
or red or swollen face or hands.
Before taking Novoeight®, you should tell your healthcare provider if you have or
have had any medical conditions, take any medicines (including non-prescription
medicines and dietary supplements), are nursing, pregnant or planning to become
pregnant, or have been told that you have inhibitors to factor VIII.
Your body can make antibodies called “inhibitors” against Novoeight®, which
may stop Novoeight® from working properly. Call your healthcare provider right
away if your bleeding does not stop after taking Novoeight®.
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Common side effects of Novoeight® include swelling or itching at the location
of injection, changes in liver tests, and fever.
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Peter, 63 years old, lives with hemophilia A.
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Please see Brief Summary of Prescribing Information on following page.
Novoeight® is a prescription medication. You are encouraged to report negative
side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.

Visit Novoeight.com today to learn more.

Recombinant factor VIII.

b

Based on data for Q2 2015-Q1 2016; accounts for net gains and losses of patients
switching to and from standard half-life rFVIII available for at least one year.

Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.
Novoeight® is a registered trademark of Novo Nordisk Health Care AG.
Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2017 Novo Nordisk
All rights reserved.
USA16BIO05259
February 2017
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Avocado Salad

Prep: 10 minutes, Ready In 10 minutes

Ingredients:

2 Avocados - peeled, pitted and diced
1 sweet onion, chopped
1 green bell pepper, chopped
1 Lrg ripe tomatoe, chopped
1/4 cup cilantro, fresh, chopped
1/2 lime, juiced
salt/pepper to taste
In a medium bowl, combine avocados, onion, bell pepper, tomato, cilantro and
lime juice. Gently toss until evenly coated. Season with salt and pepper.
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The WBDC @ NHF 2017
Stormy Johnson, ED and Tammy Davenport Treat, CEO were thrilled to attend this
year’s National Hemophilia Foundation meeting in Chicago. Remembering back to our
inception 3 years ago, very little, if any, conversations or sessions were dedicated to
women. We have seen this turn around to some extent recently. We are proud to have
led the way to bring awareness to women with bleeding disorders globally. Stormy,
Tammy and our newly appointed Ambassador Liaison, Liselle Easto, attended
numerous sessions and meetings to continue our work on educating women and the
public on women with bleeding disorders.
In our quest to unite and empower women globally, the WBDC is partnering with The
Hemophilia Federation of India and Hemophilia Advocates - Philippines to sponsor
financially and mentor selected women/girls in Asia. This initiative will be the
foundation of our work in Asia and developing countries. As it develops, we will be
traveling to Asia to train leaders and advocates. If you would like to support us in this
project, please reach out to Tammy@WBDCWorld.org.
The WBDC has also been invited to join The Marketplace Access Project (MAP)
Coalition led by PSI. We are excited to participate in this coalition of 20+ nonprofits to
advocate for legislature to ensure the millions of Americans with chronic diseases
continue to have access to 3rd party premium and copay assistance programs. Please
follow the MAP Coalition on social media to remain updated. If you would like to join
us in our efforts, please contact Tammy or Stormy.
https://twitter.com/AccessProjectUS
https://www.facebook.com/marketplaceaccess
A very special thank you goes out to our industry partners and individuals who support
our work!!
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Need A Speaker for Your Event?
Our Executive Team speaks on a variety of relevant topics. We have
developed the following presentations:
Women and Bleeding Disorders
Women and Hemophilia : A Patient’s Perspective
Chronic Diseases and the Psychological Implications: Stories of Chronic
Stress, Pain, and How to Overcome
Yoga and You: Tammy Davenport Treat is a Certified Yoga Therapist AND a woman
with Hemophilia. Tammy is available to teach or present at your event upon request.

Email: Tammy@WBDCWorld.org for more information. Speaker Fees Apply.

~Courtesy of Novo Nordisk

You may opt-in to be on our mailing list via our website, www.wbdcworld.org. For sponsorship and
advertising/presenter information, contact Tammy@WBDCWorld.org. For programming information,
contact Stormy@WBDCWorld.org
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