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CALENDAR
OF

UPCOMING EVENTS
MAY
3
1 Mile/5k Walk with the
Animals, Forest Park
28
29

Bleeding Issues in symptomatic
carriers, Town & Country
Youth Golf Program Kick-off BBQ
Sunset Hills Golf Course

JUNE
4 – 7 Camp Notaclotamongus
Imperial, MO
28-29 Women’s Retreat
Lake Ozar, MO

JULY
11-13 Family Education Weekend
Clayton, MO

AUGUST
7
Youth Group, Dave & Busters
Earth City, MO
20
Wine Tasting Fund raiser
Chesterfield, MO

SEPTEMBER
6
GHA BBQ, Tower Tee
15

Afton, MO

Tee off 4 Hemophilia
The Falls Golf Club
18-20 NHF, Washington, DC
NOVEMBER
8
Fall Trivia
Richmond Heights, MO

DECEMBER
14
Holiday Party
The Magic House

Saturday, May 3, 2014
Rain or Shine!!!
Forest Park/St. Louis Zoo
(Near north Zoo entrance at
Picnic Area #13)
• Registration starts at 8:00 a.m.
• 1 Mile / 5k starts at 9:00 am
• AWARDS: After the 1 mile / 5k
**If you are parked in the North
Zoo Parking lot by 8:30 a.m.
your parking for the day will be free. Otherwise it is $11/day.
For questions contact Bridget at (314) 482-5973 or info@gatewayhemophilia.org.
Register @ www.gatewayhemophilia.org
Registration Fee $20-Adults $15-children 10 & under
[t-shirts and goody bags provided to the first 250 paid registrations]

Family Education Weekend will be the weekend of July 11-13, at the

Sheraton Clayton Plaza Hotel St. Louis. This year we have three tracts, one pertaining to aging well with a bleeding disorder, one pertaining to vWD, and a parent tract.
You may find the agenda and register at www.gatewayhemophilia.org.
Pat ‘Big Dog’ Torrey is the keynote speaker. He has been designing and delivering
innovative experiential education programs and training for over 15 years.
Join us at the annual meeting, where
members come together for educational
sessions on the treatment of bleeding disorders and have the opportunity to meet
and network with other people who have
the same disorder.
Registration deadline is June 27!

Please send us your email so that we can keep you informed on activities and programs. Email us at info@gatewayhemophilia.org!

For more information, contact your
Baxter representative today:
Todd Daube
Phone: (314) 807-5013
E-mail: todd_daube@baxter.com
To learn more, visit www.RIXUBIS.com.

Baxter and Rixubis are trademarks of Baxter International Inc.
USBS/MG45/13-0004a
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Camp Notaclotamongus
Our camp theme this year is Sports,
which will be held Wednesday, June 4
– Saturday, June 7. Camp Notaclotamongus is for children between the
ages of 7 and 17.
To be eligible for camp, the child must
meet one of the following criteria:
1.) Diagnosed with hemophilia or
another bleeding disorder or
2.) Diagnosed as a carrier of hemophilia or another bleeding disorder.
Camp forms are available on our
website and are due no later than
May 15.

CHOICE
What if in 20 minutes you could help improve the lives of
everyone in the bleeding disorders community? It is possible
if you let your voice be heard. The time is now. The CHOICE
Project survey is ready. Take it online, on paper in English or
Spanish; make the CHOICE and use your voice.
Through a cooperative agreement with the Centers for
Disease Control and Prevention (CDC), HFA is running the
CHOICE (Community Having Opportunity to Influence Care
Equity) Project. The focus of the CHOICE Project is to collect information regarding
health experiences of people who have a doctor-diagnosed bleeding disorder and
do not receive care at a federally-funded hemophilia treatment center (HTC). HFA is
asking everyone in the bleeding disorders community to participate in this Project by
taking the CHOICE survey.
Together HFA and the CDC hope what is learned will help assure equity in the care
received by all members of the bleeding disorders community. The more participants
enrolled in this project, the more information HFA can gather. With more information,
HFA has a better chance of learning what it and its chapters can do to improve the
health of people with bleeding disorders. This includes possibly identifying medical
and social issues that require further study. There is power in this knowledge, power
to change lives, improve medical care, and help assure access to the services people with bleeding disorders need.
Since 1998, CDC has collected information on the health status of people with
bleeding disorders who receive care at HTCs. Much has been learned from this
information. However, a study from the mid-1990’s showed that a third of people with
bleeding disorders received care outside of the federally-funded HTC network. Little
is known about the health experiences of people who do not receive care at federally-funded HTCs. So HFA and the CDC decided to learn more through the CHOICE
Project.
The CHOICE survey asks questions about diagnosis, bleeding history, treatment,
insurance coverage, quality of life, and quality of care. (continued on page 7)
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Advocacy Efforts
Every year, GHA invites chapter representatives to gather in Jefferson City, MO to advocate for legislation vital to achieving our goals. Chapter staff, board members, families and volunteers are given the opportunity to lobby elected officials
from their state on issues important to the bleeding disorder community. In March, GHA and MHA members lobbied
together in support of HB 1901: Provide Health Insurance Coverage for Low-Income Residents of Missouri.
• Introduced by Rep. Noel Torpey, and co-sponsored by Rep. Jay Barnes
• Current gap: 20%-100% FPL for parents, and 0%-100% for other adults.
• If passed, this bill would provide: 1) health insurance for people below 100% FPL and 2) financial assistance in the
marketplace for those between 100% and 138% FPL
• Eligibility: must have a job or be enrolled in school
• Some will pay monthly premiums (recipients who use the ER too frequently or do not use preventive services would pay
1% of income)
• Supported by Missouri Chamber of Commerce and Industry
• Proposed date of implementation: 8/28/14
• A federal waiver is needed to go forward.
									

Missouri Lobby Day
March 5, 2014
When it comes to bleeding disorders,
you are both the constituent and the
expert. Many people in the General Assembly are not familiar with
bleeding disorders, and have no idea
how it can impact a family. By sharing
your story, we hope that the next time
your legislator considers a healthcare
bill he or she will remember how it
could impact you.

Members of the bleeding disorder community do not advocate only one day out of the year. Whether telling a school
administrator about a child’s condition, or explaining the disorder to
an in-law or other family member, or even educating an emergency
room doctor, we consistently share our stories. So, why should we
limit ourselves to just one day at the Capitol? You can still arrange a
day to meet with your senator and representative in your hometown.
If you would like to schedule a meeting with your representative,
please contact Bridget Tyrey at 314-482-5973 or email her at
info@gatewayhemophilia.org. GHA can arrange someone to attend
the meeting with you. Please watch our website for opportunities to
participate.

1st Annual Women’s Retreat
The Midwest Hemophilia Association and Gateway Hemophilia
Association are happy to host our 1st Annual Women’s Retreat, June
28-29 at Tan-Tar-A Resort!
This retreat is for women over the age of 19 that are caregivers of a
person with a bleeding disorder or have a bleeding disorder themselves. The focus of the conference will be education, personal
growth and networking. Sessions will focus on bleeding disorders,
treatment options and most importantly relaxation!
For more information or to register email Bridget at
info@gatewayhemophilia.org. Registration deadline is June 6.
4 GATEWAY CONNECTIONS
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UNLOCKING SELF-POTENTIAL
PROPHYLAXIS WITH ADVATE REDUCED BLEEDS IN A CLINICAL STUDY1,a
ADVATE is the only recombinant factor VIII (eight) that is FDA approved
for prophylaxis in both adults & children (0-16 years)1
Significant reduction in median annual bleed rate (ABR) with prophylaxis
treatment compared with on-demand treatment1,a

Experienced

0

Reduction
in bleeds
when switched to prophylaxis

bleeds
during 1 year on
prophylaxis

44
1

bleeds

REDUCED TO

bleed

• 0 bleeds experienced by 42% of
patients during 1 year on prophylaxis1,a
• 98% reduction in median annual bleed
rate (ABR) from 44 to 1 when switched
from on-demand to prophylaxis1,a
• 97% reduction in joint bleeds
from 38.7 to 1 after switching
from on-demand to prophylaxis1,a
• No subject developed factor VIII
inhibitors or withdrew due to an
adverse event (AE)2,a
In a clinical study, after switching from
6 months of on-demand treatment to
12 months of prophylaxis with ADVATE
in 53 previously treated patients with
severe or moderately severe hemophilia A.

a

42%

of patients

98%

reduction
in bleeds

Detailed Important Risk Information
for ADVATE
You should not use ADVATE if you are allergic to mice or hamsters or
any ingredients in ADVATE.
You should tell your healthcare provider if you have or have had any
medical problems, take any medicines, including prescription and nonprescription medicines and dietary supplements, have any allergies,
including allergies to mice or hamsters, are nursing, are pregnant, or
have been told that you have inhibitors to factor VIII.
You can have an allergic reaction to ADVATE. Call your healthcare
provider right away and stop treatment if you get a rash or hives,
itching, tightness of the throat, chest pain or tightness, difficulty
breathing, lightheadedness, dizziness, nausea, or fainting.
Your body may form inhibitors to factor VIII. An inhibitor is part of
the body’s normal defense system. If you form inhibitors, it may stop
ADVATE from working properly. Consult with your healthcare provider
to make sure you are carefully monitored with blood tests for the
development of inhibitors to factor VIII.

Ask your healthcare provider
if prophylaxis with ADVATE
is right for you.

Indication for ADVATE
ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free
Method] is a medicine used to replace clotting factor VIII that is missing
in people with hemophilia A (also called “classic” hemophilia). ADVATE
is used to prevent and control bleeding in adults and children (0-16 years)
with hemophilia A. Your healthcare provider may give you ADVATE when
you have surgery. ADVATE can reduce the number of bleeding episodes
in adults and children (0-16 years) when used regularly (prophylaxis).
ADVATE is not used to treat von Willebrand Disease.
Please see Brief Summary of ADVATE Prescribing Information
on the next page.
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.
References:
1. ADVATE Prescribing Information. Westlake Village, CA: Baxter Healthcare Corporation;
July 2012. 2. Valentino LA, Mamonov V, Hellmann A, et al. A randomized comparison
of two prophylaxis regimens and a paired comparison of on-demand and prophylaxis
treatments in hemophilia A management. J Thromb Haemost. 2012;10(3):359-367.

Side effects that have been reported with ADVATE include: cough,
sore throat, unusual taste, abdominal pain, diarrhea, nausea/vomiting,
headache, fever, dizziness, hot flashes, chills, sweating, joint swelling/
aching, itching, hematoma, swelling of legs, runny nose/congestion,
and rash.
Call your healthcare provider right away about any side effects that
bother you or if your bleeding does not stop after taking ADVATE.
Baxter and Advate are registered trademarks of Baxter International Inc.
©Copyright (January 2013), Baxter Healthcare Corporation. All rights reserved. HYL8361
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www.advate.com | 888.4.ADVATE
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ADVATE
[Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Method]
Brief Summary of Prescribing Information. Please see package insert for full prescribing information.
INDICATIONS AND USAGE
Control and Prevention of Bleeding Episodes
ADVATE [Antihemophilic Factor (Recombinant), Plasma/Albumin-Free Method] is an Antihemophilic Factor
(Recombinant) indicated for control and prevention of bleeding episodes in adults and children (0-16
years) with Hemophilia A.
Perioperative Management
ADVATE is indicated in the perioperative management in adults and children (0-16 years) with Hemophilia A.
Routine Prophylaxis
ADVATE is indicated for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in
adults and children (0-16 years) with Hemophilia A.
ADVATE is not indicated for the treatment of von Willebrand disease.

CONTRAINDICATIONS
Known anaphylaxis to mouse or hamster protein or other constituents of the product.

WARNINGS AND PRECAUTIONS
Anaphylaxis and Hypersensitivity Reactions
Allergic-type hypersensitivity reactions, including anaphylaxis, are possible and have been reported with
ADVATE. Symptoms have manifested as dizziness, paresthesias, rash, flushing, face swelling, urticaria,
dyspnea, and pruritus. [See Patient Counseling Information (17) in full prescribing information]
ADVATE contains trace amounts of mouse immunoglobulin G (MuIgG): maximum of 0.1 ng/IU ADVATE
and hamster proteins: maximum of 1.5 ng/IU ADVATE. Patients treated with this product may develop
hypersensitivity to these non-human mammalian proteins.
Discontinue ADVATE if hypersensitivity symptoms occur and administer appropriate emergency treatment.

In clinical studies that enrolled previously untreated subjects (defined as having had up to 3 exposures to
a Factor VIII product at the time of enrollment), 5 (20%) of 25 subjects who received ADVATE developed
inhibitors to Factor VIII.1 Four patients developed high titer (> 5 BU) and one patient developed low-titer
inhibitors. Inhibitors were detected at a median of 11 exposure days (range 7 to 13 exposure days) to
investigational product.
Immunogenicity also was evaluated by measuring the development of antibodies to heterologous proteins.
182 treated subjects were assessed for anti-Chinese hamster ovary (CHO) cell protein antibodies. Of
these patients, 3 showed an upward trend in antibody titer over time and 4 showed repeated but transient
elevations of antibodies. 182 treated subjects were assessed for muIgG protein antibodies. Of these, 10
showed an upward trend in anti-muIgG antibody titer over time and 2 showed repeated but transient
elevations of antibodies. Four subjects who demonstrated antibody elevations reported isolated events of
urticaria, pruritus, rash, and slightly elevated eosinophil counts. All of these subjects had numerous repeat
exposures to the study product without recurrence of the events and a causal relationship between the
antibody findings and these clinical events has not been established.
Of the 181 subjects who were treated and assessed for the presence of anti-human von Willebrand Factor
(VWF) antibodies, none displayed laboratory evidence indicative of a positive serologic response.
Post-Marketing Experience
The following adverse reactions have been identified during post-approval use of ADVATE. Because these
reactions are reported voluntarily from a population of uncertain size, it is not always possible to reliably
estimate their frequency or establish a causal relationship to drug exposure.
Among patients treated with ADVATE, cases of serious allergic/hypersensitivity reactions including
anaphylaxis have been reported and Factor VIII inhibitor formation (observed predominantly in PUPs). Table 2
represents the most frequently reported post-marketing adverse reactions as MedDRA Preferred Terms.
Table 1
Summary of Adverse Reactions (ADRs)a with a Frequency ≥ 5% in 234 Treated Subjectsb
MedDRAc System
Organ Class
General disorders and
administration site conditions
Nervous system disorders
Respiratory, thoracic and
mediastinal disorders
Infections and infestations
Gastrointestinal disorders
Musculoskeletal and connective tissue
disorders
Injury, poisoning and procedural
complications

Neutralizing Antibodies
Carefully monitor patients treated with AHF products for the development of Factor VIII inhibitors
by appropriate clinical observations and laboratory tests. Inhibitors have been reported following
administration of ADVATE predominantly in previously untreated patients (PUPs) and previously minimally
treated patients (MTPs). If expected plasma Factor VIII activity levels are not attained, or if bleeding is
not controlled with an expected dose, perform an assay that measures Factor VIII inhibitor concentration.
[See Warnings and Precautions (5.3) in full prescribing information]
Monitoring Laboratory Tests
The clinical response to ADVATE may vary. If bleeding is not controlled with the recommended dose,
determine the plasma level of Factor VIII and administer a sufficient dose of ADVATE to achieve a
satisfactory clinical response. If the patient’s plasma Factor VIII level fails to increase as expected or
if bleeding is not controlled after the expected dose, suspect the presence of an inhibitor (neutralizing
antibodies) and perform appropriate tests as follows:
• Monitor plasma Factor VIII activity levels by the one-stage clotting assay to confirm the adequate
Factor VIII levels have been achieved and maintained when clinically indicated. [See Dosage and
Administration (2) in full prescribing information]
• Perform the Bethesda assay to determine if Factor VIII inhibitor is present. If expected Factor VIII
activity plasma levels are not attained, or if bleeding is not controlled with the expected dose of
ADVATE, use Bethesda Units (BU) to titer inhibitors.
– If the inhibitor titer is less than 10 BU per mL, the administration of additional Antihemophilic Factor
concentrate may neutralize the inhibitor and may permit an appropriate hemostatic response.
– If the inhibitor titer is above 10 BU per mL, adequate hemostasis may not be achieved. The
inhibitor titer may rise following ADVATE infusion as a result of an anamnestic response to Factor
VIII. The treatment or prevention of bleeding in such patients requires the use of alternative
therapeutic approaches and agents.

Infections and infestations
Respiratory, thoracic and
mediastinal disorders
Respiratory, thoracic and
mediastinal disorders
Gastrointestinal disorders
Gastrointestinal disorders
General disorders and
administration site conditions
Skin and subcutaneous tissue disorders
Infections and infestations
Injury, poisoning and procedural
complications
Respiratory, thoracic and
mediastinal disorders
a

b

ADVERSE REACTIONS

c

IMMUNOGENICITY

The development of Factor VIII inhibitors with the use of ADVATE was evaluated in clinical studies with
pediatric PTPs (< 6 years of age with > 50 Factor VIII exposures) and PTPs (≥ 10 years of age with > 150
Factor VIII exposures). Of 198 subjects who were treated for at least 10 exposure days or on study for a
minimum of 120 days, 1 adult developed a low-titer inhibitor (2.0 [BU] in the Bethesda assay) after 26
exposure days. Eight weeks later, the inhibitor was no longer detectable, and in vivo recovery was normal
at 1 and 3 hours after infusion of another marketed recombinant Factor VIII concentrate. This single event
results in a Factor VIII inhibitor frequency in PTPs of 0.51% (95% CI of 0.03 and 2.91% for the risk of any
Factor VIII inhibitor development).1,2 No Factor VIII inhibitors were detected in the 53 treated pediatric PTPs.
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Number
of ADRs

Number
of Subjects

Percent
of Subjects

Pyrexia

78

50

21

Headache

104

49

21

Cough

75

44

19

Nasopharyngitis
Vomiting

61
35

40
27

17
12

Arthralgia

44

27

12

Limb injury

55

24

10

Upper respiratory tract
infection

24

20

9

Pharyngolaryngeal pain

23

20

9

Nasal congestion

24

19

8

Diarrhea
Nausea

24
21

18
17

8
8

Pain

19

17

8

Rash
Ear infection

16
16

13
12

6
5

Procedural pain

16

12

5

Rhinorrhea

15

12

5

ADRs are defined as all Adverse Events that occurred (a) within 24 hours after being infused with investigational product or (b) all Adverse
Events assessed related or possibly related to investigational product or (c) Adverse Events for which the investigator’s or sponsor’s opinion
of causality was missing or indeterminate.
The ADVATE clinical program included 234 treated subjects from 5 completed studies in PTPs and 1 ongoing study in PUPs as of 27 March 2006.
MedDRA version 8.1 was used.

Table 2
Post-Marketing Experience

The serious adverse drug reactions (ADRs) seen with ADVATE are hypersensitivity reactions and the
development of high-titer inhibitors necessitating alternative treatments to Factor VIII.
The most common ADRs observed in clinical trials (frequency ≥ 10% of subjects) were pyrexia, headache,
cough, nasopharyngitis, vomiting, arthralgia, and limb injury.
Clinical Trial Experience
Because clinical trials are conducted under widely varying conditions, adverse reaction rates observed in
the clinical trials of a drug cannot be directly compared to rates in clinical trials of another drug and may not
reflect the rates observed in clinical practice.
ADVATE has been evaluated in five completed studies in previously treated patients (PTPs) and one
ongoing study in previously untreated patients (PUPs) with severe to moderately severe Hemophilia A
(Factor VIII ≤ 2% of normal). A total of 234 subjects have been treated with ADVATE as of March 2006.
Total exposure to ADVATE was 44,926 infusions. The median duration of participation per subject was
370.5 (range: 1 to 1,256) days and the median number of exposure days to ADVATE per subject was
128.0 (range: 1 to 598).1
The summary of adverse reactions (ADRs) with a frequency ≥ 5% (defined as adverse events occurring
within 24 hours of infusion or any event causally related occurring within study period) is shown in Table 1.
No subject was withdrawn from a study due to an ADR. There were no deaths in any of the clinical studies.

MedDRA
Preferred Term

a

Organ System [MedDRA Primary SOC]

Preferred Term

Immune system disorders

Anaphylactic reactiona
Hypersensitivitya

Blood and lymphatic system disorders

Factor VIII inhibition

General disorders and administration site conditions

Injection site reaction
Chills
Fatigue/Malaise
Chest discomfort/pain
Less-than-expected therapeutic effect

These reactions have been manifested by dizziness, paresthesias, rash, flushing, face swelling, urticaria, and/or pruritus.

References: 1. Shapiro A, Gruppo R, Pabinger I et al. Integrated analysis of safety and efficacy of a plasma- and
albumin-free recombinant factor VIII (rAHF-PFM) from six clinical studies in patients with hemophilia A. Expert Opin
Biol Ther 2009 9:273-283. 2. Tarantino MD, Collins PW, Hay PW et al. Clinical evaluation of an advanced category
antihaemophilic factor prepared using a plasma/albumin-free method: pharmacokinetics, efficacy, and safety in
previously treated patients with haemophilia A. Haemophilia 2004 10:428-437.
To enroll in the confidential, industry-wide Patient Notification System, call 1-888-873-2838.
Baxter, Advate, Baxject and Recombinate are trademarks of Baxter International Inc. Baxter, Advate and Baxject are
registered in the U.S. Patent and Trademark Office.
Patented under U.S. Patent Numbers: 5,733,873; 5,854,021; 5,919,766; 5,955,448; 6,313,102; 6,586,573; 6,649,386;
7,087,723; and 7,247,707. Made according to the method of U.S. Patent Numbers: 5,470,954; 6,100,061; 6,475,725;
6,555,391; 6,936,441; 7,094,574; 7,253,262; and 7,381,796.
Baxter Healthcare Corporation, Westlake Village, CA 91362 USA
U.S. License No. 140
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Exercise and Menstrual Cramps
How physical activity can ease pain
By Sarah Aldridge
Originally Published 2-15-14 Hemaware

Heating pad. Salt and vinegar potato
chips. TV remote control. These creature
comforts help many women get through
that time of the month while they’re curled
up on the couch. But there is a better way
to ride out the bloating, cramps and nausea that often accompany periods. The
answer is just a walk, bike ride or yoga
class away.
Cramps 101
Every month, the lining of the uterus, or
endometrium, builds up to prepare for
pregnancy. If the egg released by the
ovaries is not fertilized, this thickened
endometrium is shed. “At the time of
the period, the arteries clamp down and
there’s a sloughing of the tissues that had
built up during the second half of the cycle,” says Michelle Warren, MD, professor
of medicine and obstetrics & gynecology
at Columbia University Department of
Medicine in New York City. “Women with
bleeding disorders may continue to ooze
from those small arteries; therefore, their
periods may be very heavy.” Prolonged,
heavy periods are called menorrhagia.
As the old lining starts to break down,
hormone-like substances called prostaglandins are released. Prostaglandins
cause smooth muscles in the uterus to
contract, restricting the flow of blood and
oxygen to the endometrium, which dies.
These muscular contractions, or cramps,
squeeze the dead endometrial tissue, the
menstrual flow, through the cervix and out
through the vagina.
Cramps usually begin a day before the
first day of menstruation and peak the
next day. They can be felt in several areas—the abdomen, lower back, hips and
thighs. Cramps range from mild to severe,
with pain that feels dull, sharp, continuous
or intermittent. How strong the cramps are
may be linked to the amount of prostaglandins and leukotrienes, chemical
messengers that cause inflammation and
trigger contractions, her body produces. It
may also be a function of nerve stimulation. “There are innervations to the uterus
that will cause cramping,” says Warren.
For women with dysmenorrhea, or painful
periods, it’s important to rule out other
SPRING 2014

conditions.Causes of secondary dysmenorrhea include ovarian cysts, pelvic
inflammatory disease, endometriosis and
uterine fibroids.
(Read “A Difficult Combination,” HemAware: hemaware.org/story/difficult-combination.)
Pain relief the natural way
The feel-good chemical in your brain,
called an endorphin, is produced by the
pituitary gland and hypothalamus when
you exercise. Endorphin, or “endogenous
morphine” (morphine produced in the
body), is the natural version of morphine,
the opiate pain reliever. “It increases the
threshold
at which you feel pain,” Warren says.
Endorphin also improves your mood and
gives you a sense of well-being. That’s
why marathoners can become mileage
junkies, logging in long runs and experiencing the so-called “runner’s high.”
So it makes sense that if you can do
something physically to produce more
endorphins, it’s bound to take your mind
off your body. You don’t have to be an
ultra-marathoner, though. Even
30-minute exercise segments can provide
a positive effect.
Exercise options
Gentle stretching of the lower back or
abdominal muscles might spell relief. “You’re
providing a different sensory input to that
area, so it might help to alleviate some of the
sensation of the cramping,” says Deb Voss,
PT, ATC, CSCS, of the Hemophilia Center
of Western Pennsylvania in Pittsburgh. “Low
back PT exercises include knee-to-chest
exercises and lower-trunk rotation.”
Progressive muscle release—starting at
your head or feet and tensing, then relaxing different muscle groups—might also
help with cramps. Certain yoga poses can
help women dealing with painful cramps.
A 2011 study in the Journal of Pediatric
Adolescent Gynecology showed that pain
intensity and duration were significantly
lower in approximately 100 adolescent
women with primary dysmenorrhea who
performed the cat, cobra and fish poses.
Plus, there’s the added benefit of mindful
meditation and focused breathing. “With
yoga, you have the whole mind-body connection,” Voss says. “Helping to relieve
stress and strain, and letting go of some

physical tension may help.”
Aerobic exercise, in which your body uses
oxygen for fuel, elevates your heart rate
and breathing. It helps improve blood flow
throughout your body and refocuses your
thoughts. “Involving yourself in an exercise program can be very helpful,” Warren
says. “If exercise were a pill, I’d give it to
everybody.”
But with your body feeling like one big
throbbing cramp, it’s probably best to
refrain from vigorous exercise during your
period, say experts. “Women may not feel
they’re able to even develop the energy
to do high-intensity activity,” says Voss.
Instead, some women may prefer light
hiking, walking or swimming, she says.
So next time you’re hit by a wave of menstrual cramps, stash the junk food and
grab the leash. You and your four-legged
friend will both benefit from a brisk walk.

[continued from P. 3 ... CHOICE]
The information collected from the survey
will be used to understand the health of
people with bleeding disorders who do not
receive care at federally-funded HTCs.
It will also be used to identify issues
that need further understanding, such
as where care is being obtained, what
complications are being experienced, and
what treatment is being used.
Personal privacy of the survey-takers is
of the utmost importance to HFA. The
CHOICE survey does not collect any
personal information. HFA will compile
paper-based surveys into this database
and will shred and recycle the paper documents. Data shared with the CDC will not
contain personal identifiers such as name
or address because this information is not
collected.
Information from this project may be
published. However, no information will be
published that could identify a survey-taker. If you have a bleeding disorder, your
voice should be heard – no matter where
you get your care. You matter and it is
your choice to participate in the CHOICE
Project. To find out how to take part in the
CHOICE project, call 800-230-9797 or
go to choice.hemophiliafed.org.
GATEWAY CONNECTIONS
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SPECIALIZING IN NURSING & INFUSION SERVICES
103 Corporate Lake Dr., Suite B Columbia, MO 65203 . Office 573-256-4279
Fax 573-442-6429 . Hotline 888-335-4279 . intake@accuraterx.net . www.accuraterx.net
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Off the Bench — Sports and Hemophilia
Morey A. Blinder, MD , William Berger,
MSW, and Vanessa Lanier, PT, DPT
Washington University School of
Medicine- Adult HTC, St. Louis, MO
Hemophilia background
Persons with hemophilia A or B are at an
increased risk of bleeding and that risk
generally correlates with the activity of
the clotting factor. Individuals with the
lowest factor levels are at the highest
risk of bleeding and, in the absence of
preventative factor replacement, the risk
of bleeding is increased substantially
with physical activity. Over 80% of
bleeding episodes occur in the joint
space of the elbows, knees or ankles
leading to the possibility of disability.
Because of this, physical activity had
been strongly discouraged until the era
of factor replacement 1. Despite the fact
that effective factor replacement can now
be implemented for most individuals,
recommendations for physical activity
and participation in sports have been
slow to evolve.
Benefits of physical activity and
sports participation
Participation in physical activity is
integral to development of positive
self-esteem and social interaction for
most individuals2. Many people also
agree that participating and competing
in organized sports provides numerous
additional benefits, including a
commitment to teamwork, leads to an
improvement in overall health compared
to a sedentary lifestyle. For example,
physical activity that includes weight
bearing such as moderate intensity
resistance training or sports such as
basketball improves bone mineral density
and prevents osteoporosis later in life3.
Other benefits include a decrease in
obesity and diabetes, decreased risk
of certain cancers, and improvement in
cardiovascular health. In addition to the
benefits achieved by all participants,
individuals with hemophilia have also
been shown to develop increased muscle
strength, better joint health, and improved
balance and flexibility through physical
activity, exercise, and sports4.
Sports and the transition from childhood
and adolescence to adulthood
Children and adolescents with
hemophilia, along with their parents,
SPRING 2014

often need guidance with regard to the
role that physical activity should play in
their lives. This is particularly true when
transitioning from adolescence to young
adulthood. One of the issues most often
cited is the need for information on sports
participation. A recent survey by the
National Hemophilia Foundation (NHF)
indicated that many adolescents were
told not to engage in any sport5. An earlier
survey sponsored by the CDC found that
60% of youth with hemophilia avoided
physical activity altogether6. Limiting
activities often leads to frustration,
disappointment and marginalization by
peers and is frequently counterproductive
since it may lead to risk-taking and
the desire to “want to do it more.”
Although these limitations are placed
by well-meaning parents and health
care providers, the focus is too often on
what the individual can’t do rather than
a positive message. A recently posted
video focuses on what children with
hemophilia can do to remain active and
emphasizes recommended sports, the
importance of factor infusion as well as
alternatives to playing sports (available
through the CDC website www.cdc.gov/
ncbddd/hemophilia and the NHF website
www.stepsforliving.hemophilia.org).
Choosing the right activity
Physical activity has been divided into
three risk categories based on the
expected frequency and severity of
collisions. In category 1 sports (e.g.
swimming or golf) there are no expected
collisions, in category 2 (e.g. basketball
or baseball) collisions might occur, and
in category 3 (e.g. wrestling or football)
collisions are sure to occur. Within each
category, varying degrees of exertion and
effort are put forth, which also affect the
risk of injury and bleeding. In general,
category 1 and 2 sports are preferable
but even non-impact activities such as
swinging a racket can lead to joint injury
and a risk of bleeding. Proper preparation
for any sport is important and generally
includes warming up, gentle stretching
movements, use of appropriate protective
equipment and a cooling off period4.
Additionally, appropriate conditioning
is essential before starting any new
activity. For most athletes, it is advisable
to implement a comprehensive program
which includes cardiovascular fitness,
flexibility, muscle strengthening and

improvement in coordination and balance
rather than focusing on a single activity.
In many cases factor infusions prior to the
activity offer additional protection.
It is difficult to quantify the risk of bleeding
with physical activity. One recent study of
children and adolescents with moderate
and severe hemophilia evaluated the
physical activity that occurred prior to
all bleeding events and compared it to
activities that were ongoing at different
time periods when there was no bleeding.
This analysis indicated that inactivity or
category 1 activities (e.g. swimming)
had a similar risk and that more vigorous
activity was associated with a short term,
moderate increase in bleeding risk7. This
study supports the notion that children
with hemophilia receiving prophylaxis can
engage in physical activity.
Physical activity should generally
begin at a young age to help develop
a positive attitude and a life-long habit
of participation. Furthermore, physical
activity does not end at adulthood and
should be maintained throughout life.
Low-impact (category 1) activities are
particularly of benefit and provide a
lifetime of enjoyment.
Consult with your provider
Prior to starting any sporting activity
or exercise program, it is important to
discuss this with your health care provider
trained in hemophilia care. Both the type
of activity and alternative extra-curricular
activities to playing sports should be
considered. Bleeding risks may also be
reduced further by providing appropriate
prophylactic factor administration tailored
to the individual. Important unanswered
questions remain such as what trough
levels of clotting factors are acceptable
for prophylaxis during physical activity.
Guidelines for factor replacement should
be set by your health care provider or
Hemophilia Treatment Center (HTC).
If an injury occurs, it is important to
consider prompt treatment with factor
replacement based on recommendations
of your clinical provider or HTC.
Delays in therapy may lead to further
complications such as soft tissue
hematoma which occurs most often in the
thigh, and may become difficult to treat
later. Injuries must be assessed on an
individual basis for proper treatment and
before considering a return to the activity.
(continued on P. 13)
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Deceased:

David Crawford, Jan. 28, 2014 |
GHA gratefully acknowledges our donors who have so
generously contributed to the
Chapter the first quarter of
2014 with General Donations,
Honorariums and Memorials.
$1,000- $2,999
Baxter
$500 - $999
Accredo Hemophilia Health Services, Inc.
Affinity Biotech
Aguayo, Luis
ARJ Infusion Services
Biogen Idec Hemophilia
BioRx Hemophilia Services
Bayer Healthcare Pharmaceuticals
CSL Behring Biotherapies for Life
Mid-West Cornerstone Healthcare
Novo Nordisk
Pfizer Hemophilia
Superior Biologics
Walgreens
$100 - $499
Davidson, Heidi & Bob
Federal Bank of STL Reserve
Schulz, Bill & Nancy
Weiss, Charles & Suzanne Weiss
$50-$99
Belschner, Tristin Belschner
Callahan, Dave, Tracie, & Oliver
Desloge, Kathleen & Rev. TR
Hyatt, Larry & Victoria
Martiz Travel
Peterein, Patricia
Stringer, Dirk & Trudy

Grandma’s Cookies 4th Annual
Cookie Eating Contest is May 24.

Tony Delia, Feb. 18, 2014

Proceeds to benefit GHA.

$1-$49
Andres, John & Sarah
Born, Kristina
Chapman, Michelle
Faille, Johanna & Charles
Mohr, William & Elizabeth
Patt, Donald
Wester, Lloyd & Mary
Wherle, Michael

For more information visit their website at
www.grandmascookiesonmain.com/.

IN HONOR OF
Rick & Tabby Mayhan
Davidson, Heidi & Bob

Making a difference in Peoples’ lives

IN MEMORY OF
James Parrott
Desloge, Kathleen & Rev. TR
Weiss, Charles & Suzanne

• Hemophilia A
• Hemophilia B

Tony Delia
Andres, John & Sarah
Born, Kristina
Callahan, Dave, Tracie, & Oliver
Chapman, Michelle
Faille, Johanna & Charles
Federal Bank of St. Louis Reserve
Hyatt, Larry & Victoria
Mohr, William & Elizabeth
Peterein, Patricia
Schulz, Bill & Nancy
Stringer, Dirk & Trudy
Wester, Lloyd & Mary
Wherle, Michael

• Von Willebrand’s Disease

• Nursing & Pharmacy 24/7

• Other Bleeding Disorders

• Infusion Education & Training
• Reimbursement Specialists
• Direct Communication
with the People You Know
• Same Day Delivery

Judy Bagato RN, BSN
Hemophilia Specialist/Infusion Nurse

jbagato@superiorbiologics.com
Cell: 618-558-1575

Office: 866.416.3655
Fax: 866.416.3656

Josephine Smith
Maritz Travel
Patt, Donald

Leading the Way in Treatment!
Osvaldo H. Wesly, MD

PHARMACEUTICALS

expertise in:

• Hemophilia A
• Hemophilia B
• Von Willebrand’s Disease
• Other Bleeding Disorders

services include:
Ed Chomyak
John Kowalski

• Nursing & Pharmacy 24/7
• Infusion Education
• Reimbursement Specialists
• Direct Communication
With the People You Know

866-661-0110
www.biomed-rx.com
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Medical Director

Over 25 years hematologic experience
Treats pediatric and adult patients
Speaks English and Spanish
Voted best hematologist/oncologist in
Springfield, Illinois
Serves patients in Central and Southern Illinois
Disorders treated by Dr. Wesly include
(but are not limited to):
-Hemophilia
-Clotting Disorders
-Anemia
-Recurrent Thrombosis

-von Willebrand Disease
-ITP
-Frequent Miscarriages
-Factor Deficiencies

Compassionate Care for Life...

SPRING 2014

INTRODUCING

Grifols Factor Savings Card Programs
Apply for a card and start reducing your out-of-pocket factor costs today:

Call
855-355-2574

AlphaNine SD Savings Card Program
Help Desk

OR

Visit

Call

www.alphaninecard.com

855-831-2090

AlphaNine SD Savings Card Program
Website

ALPHANATE Savings Card Program
Help Desk

Visit
OR

www.alphanatecard.com
ALPHANATE Savings Card Program
Website

COA11-0214

Solvent Detergent Treated/Virus Filtered

www.grifolsusa.com
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You may be eligible for a FREE one-time,
1-month supply up to 20,000 IU of
factor* from Pfizer Hemophilia
Scan the QR code or go to www.HemophiliaVillage.com/Resources, 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] 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).

Manufactured by Wyeth Pharmaceuticals Inc.
HEM579114-01 © 2013 Pfizer Inc. All rights reserved.
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Marketed by Pfizer Inc.
Printed in USA/June 2013
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[continued from page 9 ... OFF THE BENCH]
Summary: Appropriate participation in sports and physical activity is an important goal for achieving normal
growth and development in the child, adolescent and
young adult with hemophilia. Potential benefits include
full integration with peers, optimum health and a lifetime
of activity.

PHARMACEUTICALS

Suggested Reading:

expertise in:

http://www.hemaware.org/topics/fitness-nutrition
Hemaware has numerous articles about exercise & sports

• Hemophilia A
• Hemophilia B
• Von Willebrand’s Disease
• Other Bleeding Disorders

References
1. Weigel N, Carlson BR. Physical activity and the hemophiliac:
yes or no? Am Correct Ther J. 1975; 29:197-205.
2. Von Mackensen S. Quality of life and sports activities in
patients with haemophilia. Haemophilia. 2007; 13:38-43.
3. Kohrt WM, Bloomfield SA, Little KD, Nelson ME, Yingling
VR. Physical activity and bone health. Med Sci Sports Exerc.
2004; 36:1985-1996.
4. Negrier C, Seuser A, Forsyth A, Lobet S, Llinas A, Rosas M,
Heijnen L. The benefits of exercise for patients with haemophilia and recommendations for safe and effective physical
activity. Haemophilia. 2013; 19:487-498.
5. Simmons GM, Frick N, Wang A, Miller ME, Fragueiro D.
Identifying information needs among children and teens
living with haemophilia. Haemophilia. 2014; 20:1-8.
6. Nazzaro A-M, Owens S, Hoots WK, Larson KL. Knowledge, attitudes, and behaviors of youths in the US hemophilia population: results of a national survey. Am J Public
Health. 2006; 96:1618-1622.
7. Broderick CR, Herbert RD, Latimer J, Barnes C, Curtin
JA, Mathieu E, Monagle P, Brown SA. Association between
physical activity and risk of bleeding in children with hemophilia. JAMA. 2012; 308:1452-1459.

services include:
Ed Chomyak
John Kowalski

• Nursing & Pharmacy 24/7
• Infusion Education
• Reimbursement Specialists
• Direct Communication
With the People You Know

866-661-0110
www.biomed-rx.com
Ta k e c o n T r o l o f y o u r c o n d i T i o n a n d y o u r l i f e …

Tap Into My Source™—A Broad Spectrum of Support Services From CSL Behring

FinANcia L
SUPPAN
O rctia L
FinANFSin
cUPP
ia LO r t
SUPPO r t Ed UCation

to help ensure
access to treatment

about
a wide
Ed
UC
ation
of topics
Ed UCvariety
ation

so you can share
experiences with others

Whatever your needs and preferences,
let My Source be your source!
Visit www.MySourcecSl.com
or call 1-800-676-4266.

My Source™ is a trademark of CSL Behring LLC.
©2014 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com COA14-01-0006 2/2014

SPRING 2014

Like
www.facebook.com/vonWillebrandandu
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Having issues
with co-pays
or gaps in
coverage for your
hemophilia A
treatment ???
We may be able to help.
Bayer offers a range of programs that can help you navigate insurance questions about
your hemophilia A treatment. If you’re having issues with co-pays or gaps in coverage, we
may be able to offer assistance. Speak with one of our case specialists to find out more.

Call 1-800-288-8374 and press 1 to speak to a trained insurance specialist!
Bayer and the Bayer Cross are registered trademarks of Bayer.
© 2013 Bayer HealthCare Pharmaceuticals Inc. All rights reserved. 04/13 KN10000213A
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Trust
the
Experience

“Hemophilia doesn’t
stop me from having fun.”
—Charlie,* 7 years old, loves windy days

Walgreens Infusion Services—
bleeding disorder support to
help you stay healthy and active

At CVS Caremark, we’ve been helping families like yours for more
than 30 years. Our caring patient support helps ensure safety,
convenient access and satisfaction.

• A personal team of bleeding disorder experts
• Help, day or night

Stephanie Lasister, Regional Sales Manager
1-816-668-5200
stephanie.lasister@cvscaremark.com

• Complete educational support
• Broad insurance coverage

www.CVSCaremarkSpecialtyRx.com

97% of patients are satisfied with our care1
To learn more, call 866-436-4376.
En español, llame al 800-456-1923.
Taking beautiful care of you.

*Hypothetical patient profile.
Reference: 1. December 2012-February 2013 patient satisfaction data.
Walgreens Infusion Services locations are ACHC accredited. HHA #20881096,
HHA #20885096, HHA #299991678, HHA #299992580, HHA #299994060
©2013 Walgreen Co. All rights reserved. 13WIS0117.5-1113

©2014 Caremark. All rights reserved.
106-30296a 021214

BD-Ad_8.5x11_GatewayHemoAssoc.indd 1

11/26/13 4:21 PM

...for the human factor ®
NATIONAL REACH. LOCAL PRESENCE.
With a nationwide network of pharmacies,
Accredo is one of the largest suppliers of clotting
factor in the industry. What’s more, we have been
a part of your local community since 1990, with
experienced community advocates who can offer
assistance with all aspects of therapy. We deliver

what you need, when you need it, wherever you are.
A personal touch from people who know
bleeding disorders.

Janie Summers | 1 314 304-6424

© 2013 Accredo Health Group, Inc. An Express Scripts Company. All Rights Reserved.
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Presort Standard
US Postage
PAID
St. Louis, MO
Permit No. 221

14248F Manchester Rd. , PMB# 310
Manchester, MO 63011
314.482.5973
www.gatewayhemophilia.org

email us at
info@gatewayhemophilia.org

LIMITLESS.
The possibilities when you’re well cared for.

Participating Tricare Hemophilia Provider
At Biomed, our commitment to the bleeding disorder community doesn’t end with skilled pharmacists,
experienced infusion nurses, or dedicated customer service associates. It continues through
education, training, and involvement at the local and national level by Biomed’s team of advocates who
have extensive experience in the community. Improving the lives of patients and caregivers for a future
of unlimited possibilities is our passion.
To learn more about Biomed bleeding disorder programs, contact John Kowalski or Ed Chomyak at
866-661-0110.

www.biomed-rx.com
866-661-0110
Follow us:

