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Join us for our June 25th Walk which moves to a new 

location this year- Portland Community College (PCC)- Rock 

Creek Campus/ Tualatin Hills Recreational Facility at 17705 

NW Springville Rd, Portland

Our 2016 fundraising goal is $50,000. Money raised by the Walk 

funds many important programs provided by our chapter such as 

scholarships for Camp Tapawingo, teen programs, support groups, 

women’s conference, and much more. We are proud of the fact 

that our services help people prevent complications of bleeding 

disorders through awareness, education and advocacy. Please 

join our fundraising efforts and help us reach our fundraising goal! 

Every bit of money raised is important.

The Walk is about 2.5 KM in length and this year will meander 

through the PCC campus and gardens as well as the adjacent 

recreational facility. The non-competitive Walk is undertaken as 

a way to celebrate each team’s fundraising efforts in the months 

prior to the Walk. Teams will gather on the sports field where tents 

will be set up with industry tables, food, raffles, giveaways, and 

entertainment. Teams are encouraged to design and wear team 

t-shirts, and once again we will have a team t-shirt contest for the 

4TH ANNUAL BLEEDING  
DISORDERS FUNDRAISING WALK

honor of permanent display in the HFO office. Who’s team t-shirt will 

join last year’s winner designed by “The One and Only Factor V”? 

Help us reach our goal and register your team today at  

http://walk.hemophilia.org/Portland. 

Special $ Incentive For  
Registering Your Team In March

An anonymous donor will kick-start your team fundraising by 

adding a $25 donation to each new team registered in the month 

of March in honor of national Bleeding Disorder Awareness Month! 

Please take advantage of this opportunity and get your team 

registered now.

The Oregon Bleeding Disorders Walk is also looking for volunteers 

to help make the day go smoothly. We always need help setting up, 

registering participants the morning of the Walk, running raffles 

and entertainment booths, taking photos, and wearing the blood 

drop mascot. Please email kathleen@hemophiliaoregon.org if you 

can help.
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What’s  
Happening at 
Hemophilia Center at  
Oregon Health & Science 
University

It’s busy as usual at the Hemophilia Center. 

As most of you know, Skye Peltier left the 

Center in September to return home to 

Minnesota. She’s missed!

Beth Allison joined the Hemophilia 

Center team in January and is new to 

the hemophilia world. She’s spent the 

last couple of months learning about 

hemophilia and following our providers 

to learn how they manage patients with 

bleeding and clotting disorders. She’s 

proving to be a wonderful addition to 

the team and is a thoughtful provider. 

Beth is just beginning to see our non-

comprehensive clinic patients and is 

starting to take patient calls. Beth is an 

experienced medical provider with many 

years of specialty care experience. Our 

patients are always the best teachers and 

Beth is looking forward to learning about 

bleeding disorders from you! 

We’ve also had new additions to the Center 

office, Amy Wright. Amy is the new office 

manager and is running the day to day 

operations of the Hemophilia office. We 

also have a new scheduler, Aletha Woodruf. 

Both are diving into the busy Hemophilia 

office and are working with Trent Spencer, 

who’s been with us for many years, to 

streamline and improve the operations of 

the Hemophilia office. 

As always, we love to hear from patients 

about how we are doing in providing you 

with the best services. Please contact 

myself or Amy if you have any thoughts, 

questions, or suggestions. We can be 

reached at vogelta@ohsu.edu,  

wrightam@ohsu.edu or at 503-494-8716.

Extended protection* from bleeds 
ALPROLIX is the first factor IX offering prophylaxis infusion schedules starting  
every 7 or 10 days with the potential to extend based on your response.

Casey, on ALPROLIX

FIX-US-0573   11/2015   

Indications and Important Safety Information

Indications
ALPROLIX, Coagulation Factor IX (Recombinant), Fc Fusion Protein, is a recombinant DNA derived, coagulation factor IX concentrate indicated 
in adults and children with hemophilia B for: 

   • Control and prevention of bleeding episodes

   • Perioperative management

   • Routine prophylaxis to prevent or reduce the frequency of bleeding episodes

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

Important Safety Information 
Do not use ALPROLIX if you are allergic to ALPROLIX or any of the other ingredients in ALPROLIX.

Tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription and non-prescription 
medicines, supplements, or herbal medicines, have any allergies and all your medical conditions, including if you are pregnant or planning to 
become pregnant, are breastfeeding, or have been told  you have inhibitors (antibodies) to factor IX. 

Allergic reactions may occur with ALPROLIX. Call your healthcare provider or get emergency treatment right away if you have any of the 
following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives. 

Your body can also make antibodies called “inhibitors” against ALPROLIX, which may stop ALPROLIX from working properly. 

ALPROLIX may increase the risk of formation of abnormal blood clots in your body, especially if you have risk factors for developing clots. 

Common side effects of ALPROLIX include headache and abnormal sensation of the mouth. These are not all the possible side effects of 
ALPROLIX. Talk to your healthcare provider right away about any side effect that bothers you or does not go away, and if bleeding is not 
controlled using ALPROLIX. 

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.

Please see Brief Summary of full Prescribing Information on the next page. This information is not intended to 
replace discussions with your healthcare provider.

Casey, a MyALPROLIX Peer,TM started on a once every-10-day 
prophylaxis infusion schedule and adjusted to once every 14 days.

*Protection is the prevention of bleeding episodes using a prophylaxis regimen.

© 2015 Biogen. All rights reserved.

Learn more at www.alprolix.com/findyourfit

The recommended starting prophy regimens are either 50 IU/kg 
once weekly, or 100 IU/kg once every 10 days. Dosing regimen 
can be adjusted based on individual response.

Children under 12 years of age may have higher Factor IX body 
weight-adjusted clearance, shorter half-life, and lower recovery. 
Higher dose per kilogram body weight or more frequent dosing 
may be needed in these children. 

    Get creative and 
show how you wear that tie!

Accept the Challenge

Thanks for taking the Challenge and check redtiechallenge.org for updates! 

NHF is a 501(c)(3) nonprofit organization dedicated to finding better treatments and cures for inheritable bleeding 

disorders and to preventing the complications of these disorders through education, advocacy and research. 

Established in 1948, NHF has 51 chapters throughout the country. Learn more about NHF at www.hemophilia.org.

7 Pennsylvania Plaza #1204, New York, NY 10001  |  T (212) 328-3700  |  redtiechallenge@hemophilia.org

Record your best tie look, 
pledge to support March 
as Bleeding Disorders 
Awareness Month, and 
challenge a few friends.

Post your video with 
#RedTieChallenge, challenge your 
followers, and think about making a 
donation at redtiechallenge.org.

RED T E
N H F | M A R C H  I S         

R E D T I E C H A L L E N G E . O R G

CHALLENGE
B L E E D I N G  D I S O R D E R S  A W A R E N E S S  M O N T H

™

WHAT IS THE RED 
TIE CHALLENGE?
A movement created by the bleeding 
disorders community and the National 
Hemophilia Foundation (NHF) to start a 
conversation about inheritable bleeding 
disorders and support March 2016 
as the first Bleeding Disorders 
Awareness Month.

WHAT ARE 
INHERITABLE
BLEEDING DISORDERS?
Hemophilia, von Willebrand disease and rare 
factor deficiencies—all of which prevent 
the blood from clotting normally—
can result in extended bleeding after injury, 
surgery, or trauma, and can be fatal if not 
treated effectively.

WHY THE RED TIE?
Because it symbolizes the blood ties that 
bind over 3 million Americans to 
our community.

HOW DO YOU WEAR A RED TIE?  

TAKE THE 
CHALLENGE,

and get a

LOOP-BY-LOOP!

NHF: The Bleeding Disorders Community's Advocate™

After March was declared national Bleeding Disorder Awareness Month by 

the department of Health and Human Services (see story on page 5) the 

National Hemophilia Foundation set out to create a way to visually represent 

our community and our causes.  The Red Tie Challenge was born!  This graphic below 

explains how you can wear a red tie to show support and start conversations about 

bleeding disorders and raise awareness outside our own community.  Be sure and share 

pictures and videos of your red tie images on social media and use #redtiechallenge.
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ALPROLIX® [Coagulation Factor IX (Recombinant),
Fc Fusion Protein], Lyophilized Powder for Solution
For Intravenous Injection.
FDA Approved Patient Information
ALPROLIX® /all’ pro liks /
[Coagulation Factor IX (Recombinant),
Fc Fusion Protein]

Please read this Patient Information carefully before
using ALPROLIX® and each time you get a refill, as
there may be new information. This Patient Information
does not take the place of talking with your healthcare
provider about your medical condition or your treatment.

What is ALPROLIX®?
ALPROLIX® is an injectable medicine that is used to
help control and prevent bleeding in people with
hemophilia B. Hemophilia B is also called congenital
Factor IX deficiency.
Your healthcare provider may give you ALPROLIX 

when you have surgery.

Who should not use ALPROLIX®?
You should not use ALPROLIX® if you are allergic
to ALPROLIX® or any of the other ingredients in
ALPROLIX®. Tell your healthcare provider if you have
had an allergic reaction to any Factor IX product prior
to using ALPROLIX®.

What should I tell my healthcare provider before
using ALPROLIX®?
Tell your healthcare provider about all of the medicines
you take, including all prescription and non-prescription
medicines, such as over-the-counter medicines,
supplements, or herbal medicines.
Tell your doctor about all of your medical conditions,
including if you:
• are pregnant or planning to become pregnant.
  It is not known if ALPROLIX® may harm your
  unborn baby.
• are breastfeeding. It is not known if ALPROLIX®

  passes into breast milk or if it can harm your baby.
• have been told that you have inhibitors to Factor IX
  (because ALPROLIX® may not work for you).

How should I use ALPROLIX®?
ALPROLIX® should be administered as ordered by your
healthcare provider. You should be trained on how to
do infusions by your healthcare provider. Many people
with hemophilia B learn to infuse their ALPROLIX® by
themselves or with the help of a family member.

See the Instructions for Use for directions on infusing
ALPROLIX®. The steps in the Instructions for Use
are general guidelines for using ALPROLIX®. Always
follow any specific instructions from your healthcare
provider. If you are unsure of the procedure, please ask
your healthcare provider. Do not use ALPROLIX® as a
continuous intravenous infusion.

Contact your healthcare provider immediately if bleeding
is not controlled after using ALPROLIX®.

What are the possible side effects of ALPROLIX®?
Common side effects of ALPROLIX® include headache
and abnormal sensation in the mouth.

Allergic reactions may occur. Call your healthcare
provider or get emergency treatment right away if
you have any of the following symptoms: hives, chest
tightness, wheezing, difficulty breathing, or swelling
of the face.

ALPROLIX® may increase the risk of forming abnormal
blood clots in your body, especially if you have risk
factors for developing blood clots.

Your body can also make antibodies called, “inhibitors,”
against ALPROLIX®, which may stop ALPROLIX® from
working properly. Your healthcare provider may need to
test your blood for inhibitors from time to time.

These are not all the possible side effects of ALPROLIX®.

Talk to your healthcare provider about any side effect
that bothers you or that does not go away.

How should I store ALPROLIX®?
Store ALPROLIX® vials at 2°C to 8°C (36°F to 46°F).
Do not freeze.

ALPROLIX® vials may also be stored at room temperature
up to 30°C (86°F) for a single 6 month period.
If you choose to store ALPROLIX® at room temperature:

• Note on the carton the date on which the product
  was removed from refrigeration.
• Use the product before the end of this 6 month
  period or discard it.
• Do not return the product to the refrigerator.
  
Do not use product or diluent after the expiration date
printed on the carton, vial or syringe. 

After Reconstitution:
• Use the reconstituted product as soon as possible;
  however, you may store the reconstituted product
  at room temperature up to 30°C (86°F) for up to
  3 hours. Protect the reconstituted product from
  direct sunlight. Discard any product not used within
  3 hours after reconstitution.
• Do not use ALPROLIX® if the reconstituted solution
  is cloudy, contains particles or is not colorless.

What else should I know about ALPROLIX®?
Medicines are sometimes prescribed for purposes other
than those listed here. Do not use ALPROLIX® for a
condition for which it was not prescribed. Do not share
ALPROLIX® with other people, even if they have the
same symptoms that you have.

Manufactured by
Biogen Idec Inc.
14 Cambridge Center
Cambridge, MA 02142
U.S. License #1697

 There is exciting news from the National 

Hemophilia Foundation and Washington, 

DC. The US Department of Health and 

Human Services (HHS) has declared 

each March as “Bleeding Disorders 

Awareness Month” beginning this year. 

This special month aims to elevate 

awareness all inheritable bleeding 

disorders within and beyond 

our own community.

Thirty years ago 

President 

Ronald Reagan designated March 1986 

as “Hemophilia Awareness Month”. The 

new designation by the Department of 

Health expands upon this and creates 

an annual observance of “Bleeding 

Disorders Awareness Month.” NHF 

officially launched the awareness month 

during Washington Days advocacy event 

in Washington, DC in February.

“Whether you have hemophilia, von 

Willebrand disease or a rare factor 

deficiency, you are part of close-knit, 

interdependent “family,” the bleeding 

disorders community,” said Val D. 

Bias, NHF CEO. “I am so proud of our 

community, my NHF team and HHS 

for making this month—our month—

possible!”

Watch for more information, such 

as the Red Tie Challenge and other 

announcements, and help spread 

the word about Bleeding 

Disorders Awareness Month 

this March.

March is Declared Bleeding Disorders Awareness Month

INFORMATION IS EMPOWERING. 
At Accredo, we believe the more you know about your conditionand available options, the better. We provide educational  

materials and a team of dedicated professionals. We’re here to help you make informed decisions about your care. 
A personal touch from people who know bleeding disorders.

Vicky Tody | 206.552.5652
vicky.tody@accredo.com

...for the  human  factor®

© 2014 Accredo Health Group, Inc. | An Express Scripts Company
HEM-00076c-052714 amc5305
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Seven HFO members visited Washington 

DC on February 24-26 to participate 

in NHF’s Washington Days. Over 350 

participants from 45 states met in DC, 

learned about issues of importance to 

the bleeding disorder community, and 

were introduced to the Red Tie Challenge 

in honor of March’s Bleeding Disorder 

Awareness month.

Washington 
Days 
2016

Our Oregon delegation visited both Oregon 

senators and two representatives. We 

discussed a few current issues including 

asking for continued funding of the CDC 

Division of Blood Disorders program which 

allows hemophilia treatment centers to 

monitor blood and blood product safety, 

research more effective tests for inhibitors, 

increase surveillance for inhibitors, and 

support education. Other important 

Erin Smith shakes hands with Oregon 
Senator Jeff Merkley

programs included in this funding request 

allowed hemophilia treatment centers to 

continue multidisciplinary services that are 

not typically covered by insurance such as 

social work and physical therapy. 

The other important issue we talked to our 

senators and representatives about was HR 

3742: The Access to Marketplace Insurance 

Act. This Act attempts to eliminate a 

loophole that some private insurers have 

used to refuse payment of Affordable Care 

Act insurance premiums by non-profit 

third-party assistance organizations. 

If you have never had the chance to go 

to Washington Days you should consider 

going in 2017 (dates in February 2017 TBA) 

as it is truly an incredible way to meet 

hundreds of other community members 

from around the country, get educated 

on current issues of importance to the 

bleeding disorder community, and spend 

a day on capitol hill meeting with your 

elected officials.

Hemophilia Foundation of Oregon Family Cabin Camp

 
  

 

Hosted by the Southern Oregon Support Group

You are invited to
 

   

June 17, 18 and 19, 2016  
 

 
 

Camp Latgawa
13250 S Fork Little Butte Creek Rd
Eagle Point, OR 97524

1 Educational Programs
Camping

@ Swimming
q Arts & Crafts

 J Meals Provided!

To RSVP or if you have questions contact HFO at:
admin@hemophiliaoregon.org or 541-753-0730

HF

O FAMILY CAM

P

PEAK Teen Summer Retreat  June 25-27
The teen summer retreat will head south this year to spend a weekend in the Medford 

and Ashland areas of our beautiful state. The teens will continue to focus on their year 

of advocacy by learning about the history of the bleeding disorder community and 

how to advocate for themselves on both personal and political levels.  Teens leave 

directly from the site of our Bleeding Disorders Walk (this year held at PCC-Rock 

Creek Campus, Portland) on June 25 and will return on June 27. Details TBD, watch 

for more information

Using your iPhone 
for sharing Medical 
ID information
Do you have an iPhone with iOS8? If so 

you may have noticed the health app that 

comes automatically with ios8 and looks 

like this. 

We recently learned 

from our member 

Stewart Worthington 

of a really nifty way 

to have your phone 

act as an emergency 

ID. One extremely handy feature of the 

Health app is the digital ‘Medical ID’, 

which provides important health-related 

information from the user for anyone to 

access in the event of an emergency.

To Set Up Your Medical ID start by 

opening the Health app on your iPhone. At 

the bottom of the screen you will see four 

different options. Tap on the bottom right 

option labeled Medical ID to get started.

On the next screen, you will be prompted 

to create your own Medical ID and can 

include your birthdate, medical condition, 

medical notes, allergies, medication, 

organ donor status, blood type, 

emergency contacts, and more. Be sure 

and click the Show When Locked option 

near the top, which as expected, will let 

anyone access your Medical ID in case of 

emergency, even if your iPhone is locked.

Now anyone can pick up your locked 

phone and press Emergency on the lower 

left corner which takes them to the next 

screen which shows *Medical ID in the 

lower left corner. This can be pressed 

without having the number code to unlock 

the phone and this will take the user to 

your screen with your medical information 

that you have chosen to include. 

Advocacy at its simplest form is speaking in support or 

defense of yourself or another person. Places you might be 

using forms of advocacy include: within your family, friends, 

and local community; with your dentist, pediatrician, 

primary care doctor, Hemophilia Center and Emergency 

Room; when communicating with school nurses, teachers 

and office assistants; with your employers Human Resources 

department and co-workers; and when visiting legislators, 

public health officials, and locally elected officials, such as city or 

county commissioners.

We often think of advocacy as the time we go to the capitol in 

Salem or Washington, DC and speak to elected members of the Senate or House 

of Representatives. It is important for those events at the capitol to happen. Large 

numbers of advocates on a certain issue have been known to sway outcomes and 

change the course of legislation. Each year HFO has a legislative day in Salem. 

Those who attend are briefed on current legislation in the House or Senate that 

would have an impact on those living with bleeding disorders.

Everyone needs to be a self-advocate in their daily lives. When speaking to 

school officials about the needs of your child at school, whether it is about their 

academic needs or their medical needs, it is important to be firm and speak up on 

behalf of your child. If you don’t already have a 504 plan for your child in school 

be sure to ask for one – for questions about 504 plans contact HFO at info@

hemophiliaoregon.org.

 It’s also important to speak up for yourself in many situations. For example, when 

getting medical care in a facility that is new to you, be sure to speak up and let 

them know of your bleeding disorder and how it’s managed. Most health care 

providers know very little about hemophilia, vonWillebrand Disease and other 

bleeding disorders so be firm about your disease and treatment. It is important to 

be a confident advocate for yourself and members of your family.

Strong people stand up for themselves but the strongest people stand up for 

others!

WHAT IS

?

HFO CONFIDENTIALITY STATEMENT

Hemophilia Foundation of Oregon (HFO) is a 
non-profit 501c(3) organization incorporated in 
1963 to enhance the quality of life for individuals 
with bleeding disorders and their families through 
advocacy, assistance, outreach, education and 
research support.

All information shared with HFO will remain 
confidential and will never be shared with an 
individual or organization.



Page 8  Hemophilia Foundation of Oregon • 456 Monroe Ave, Suite 102  • Corvallis, OR 97333 • 541.753.0730 www.hemophiliaoregon.org • info@hemphililaoregon.org Page 9

COUPL E S RETREAT 
Y O U R  A R E  I N V I T E D  T O  A T T E N D  T H E

S I X P M  M AY 1 3 T H R U 1 1 A M  – M AY 1 5
F R I – S AT G  M AY 1 3 - 1 5

S I L V E R T O N ,  O R E G O N

H E M O P H I L I A  F O U N DAT I O N  O F  O R E G O N

DISCOVE R ING POSITIVE
L E S S O N S I N Y O U R L I F E

O r e g o n  G a r d e n  R e s o r t 

Life in the bleeding disorder community can become overly focused  
upon stressful events and painful worry. It’s too easy to forget the positive things we  
experience in life when we are thinking of potential problems. Instead, members in  

our community need to take time to look at what’s  
positive, joyful and wonderful in our lives. 

This workshop is most effective when offered to small groups  
so registration is limited to the first 15 couples who RSVP, and is available  

for adult couples only (no children).

Please contact HFO at info@hemophiliaoregon.org or 541-753-0730  
for more information and to obtain a registration form. 

Registration due by April 20.

YOUR WAY momentsmoment
PROVEN PROPHYLAXIS +
SIMPLE,* TWICE-WEEKLY DOSING SCHEDULE =

Baxalta, Advate, and Adynovate are trademarks of Baxalta Incorporated. USBS/MG159/15-0189

Indication 
ADYNOVATE is used on-demand to control bleeding in patients 
12 years of age and older with hemophilia A. ADYNOVATE 
can reduce the number of bleeding episodes when used 
regularly (prophylaxis).  
ADYNOVATE is not used to treat von Willebrand disease.  

DETAILED IMPORTANT RISK INFORMATION
You should not use ADYNOVATE if you:
• Are allergic to mice or hamster protein
•  Are allergic to any ingredients in ADYNOVATE or ADVATE 

[Antihemophilic Factor (Recombinant)]
Tell your healthcare provider if you are pregnant or breastfeeding 
because ADYNOVATE may not be right for you.
You should tell your healthcare provider if you:
• Have or have had any 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 mice or hamsters.
•  Have been told that you have inhibitors to factor VIII 

(because ADYNOVATE may not work for you).
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 ADYNOVATE 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.
You can have an allergic reaction to ADYNOVATE.
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. 
The common side effects of ADYNOVATE are headache and nausea. 
Tell your healthcare provider about any side effects that bother you 
or do not go away.

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.

Please see following page for ADYNOVATE Important Facts.

For full Prescribing Information visit www.ADYNOVATE.com.

Reference: 1. ADYNOVATE Prescribing Information. 
Westlake Village, CA: Baxalta US Inc.

* ADYNOVATE allows you to infuse on the same 2 days every week.

ADYNOVATE [Antihemophilic Factor (Recombinant), PEGylated] Important Information

INTRODUCING

Congratulations to Powell 
Carpenter, from Eugene, the 
winner of the First Annual Crooked 
Branch Travel Scholarship. 
Powell and his wife will attend 
the National Hemophilia 
Foundation Annual Meeting and 
World Federation of Hemophilia 
Congress, both held in Orlando 
this July. We look forward to 
hearing about his experience after 
he attends. Watch for information 
later in the fall about how to apply 
for the next Travel Scholarship.

This photo shows Kevin Finkle, aka 
Crooked Branch, on the left, with 
Powell Carpenter, on the right

Crooked Branch 
Travel Scholarship 
Winner

Spanish Education Events Planned for 2016  
Exact locations and times to be announced:

April 23rd: Spokane • May 14th: Seattle • November 19th: Spokane
 Potentially doing a Spanish Education Dinner tour during May or early June in Tukwila, Ellensburg, Othello, 

Tri-Cities area in Washington and Portland, Hermiston and Salem in Oregon. The Spanish Education program 
is coordinated with the Bleeding Disorders Foundation of Washington. Once the locations and times of the 

additional dinners are confirmed we will pass them along.
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The risk information provided here is not comprehensive. 
To learn more, talk with your health care provider or pharmacist 
about ADYNOVATE. The FDA approved product labeling can be 
found at www.ADYNOVATE.com or 855-4-ADYNOVATE.

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.

Baxalta US Inc.
Westlake Village, CA 91362 USA
U.S. License No. 2020 
Issued 11/2015 

15E001-ADY-US

What should I tell my healthcare provider before 
I use ADYNOVATE?
You should tell your healthcare provider if you:

•  Have or have had any 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 mice or hamsters.

•   Are breastfeeding. It is not known if ADYNOVATE passes 
into your milk and if it can harm your baby.

•   Are pregnant or planning to become pregnant. It is not 
known if ADYNOVATE may harm your unborn baby.

•    Have been told that you have inhibitors to factor VIII 
(because ADYNOVATE may not work for you).

Important facts about
ADYNOVATE [Antihemophilic Factor (Recombinant), PEGylated]

This leaflet summarizes important information about 
ADYNOVATE. Please read it carefully before using this 
medicine. This information does not take the place of talking 
with your healthcare provider, and it does not include all of 
the important information about ADYNOVATE. If you have any 
questions after reading this, ask your healthcare provider.

What are the possible side effects of ADYNOVATE?
You can have an allergic reaction to ADYNOVATE.

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. 

The common side effects of ADYNOVATE are headache and 
nausea. Tell your healthcare provider about any side effects 
that bother you or do not go away.

These are not all the possible side effects with ADYNOVATE. 
You can ask your healthcare provider for information that is 
written for healthcare professionals.

What is the most important information I need to know 
about ADYNOVATE?
Do not attempt to do an infusion to yourself unless you have been 
taught how by your healthcare provider or hemophilia center.

You must carefully follow your healthcare provider’s 
instructions regarding the dose and schedule for infusing 
ADYNOVATE so that your treatment will work best for you.

What is ADYNOVATE?
ADYNOVATE is an injectable medicine used to replace clotting 
factor (factor VIII or antihemophilic factor) that is missing in 
people with hemophilia A (also called “classic” hemophilia). 
Hemophilia A is an inherited bleeding disorder that prevents 
blood from clotting normally.

ADYNOVATE is used on-demand to control bleeding in 
patients 12 years of age and older with hemophilia A. 
ADYNOVATE can reduce the number of bleeding episodes 
when used regularly (prophylaxis).

ADYNOVATE is not used to treat von Willebrand disease.
What else should I know about ADYNOVATE and Hemophilia A?
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 ADYNOVATE 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.

Medicines are sometimes prescribed for purposes other than 
those listed here. Do not use ADYNOVATE for a condition for 
which it is not prescribed. Do not share ADYNOVATE with other 
people, even if they have the same symptoms that you have.

Who should not use ADYNOVATE?
You should not use ADYNOVATE if you:

•  Are allergic to mice or hamster protein

•  Are allergic to any ingredients in ADYNOVATE or ADVATE

Tell your healthcare provider if you are pregnant or 
breastfeeding because ADYNOVATE may not be right for you.

How should I use ADYNOVATE?
ADYNOVATE is given directly into the bloodstream.

You may infuse ADYNOVATE at a hemophilia treatment center, 
at your healthcare provider’s office or in your home. You 
should be trained on how to do infusions by your healthcare 
provider or hemophilia treatment center. Many people with 
hemophilia A learn to infuse their ADYNOVATE by themselves 
or with the help of a family member.

Your healthcare provider will tell you how much ADYNOVATE to 
use based on your individual weight, level of physical activity, 
the severity of your hemophilia A, and where you are bleeding.

Reconstituted product (after mixing dry product with wet 
diluent) must be used within 3 hours and cannot be stored or 
refrigerated. Discard any ADYNOVATE left in the vial at the end 
of your infusion as directed by your healthcare professional.

How should I use ADYNOVATE? (cont’d)
You may have to have blood tests done after getting ADYNOVATE 
to be sure that your blood level of factor VIII is high enough to 
clot your blood.

Call your healthcare provider right away if your bleeding does 
not stop after taking ADYNOVATE.

Oregon State Capitol,  
Salem, OR 

February 22, 2016

The Hemophilia Foundation of Oregon 

hosted a Bleeding Disorders Awareness 

Day in Salem on February 22, 2016. 

The event was very different from 2015 

because Oregon has a short legislative 

year in the even years – operating for only 

35 days or less. Nearly 40 HFO members 

attended and visits were made to each 

office in the House and Senate with 

leave-behind materials about bleeding 

disorders. Several individuals were able to 

meet with their elected officials and had 

interesting and exciting 

discussions with 

them about bleeding 

disorders. A Bleeding 

Disorders Information 

Booth was set up in the 

West Galleria where 

we were able to show 

the camp video from 

2015, offer snacks 

throughout the day and 

answer questions about 

bleeding disorders and 

the daily challenges 

faced by those 

living with bleeding 

disorders. We ended 

the day with a cake and ice cream social 

that was well attended by legislative staff 

members as well as legislators.

 The weekend prior to the Bleeding 

Disorders 

Awareness Day in 

Salem, nearly 15 

of HFO’s young 

adults/teens 

gathered at the 

Grand Hotel in 

Salem to prepare 

for their visits with 

legislators. Several 

adult chaperones 

and trainers 

worked with the 

participants to 

put their story 

together and gain 

confidence in 

telling their story. 

They discussed 

the legislative process and learned how 

impactful their visit with elected officials 

could be if they were prepared.

Thanks for generous support from a PACT 

grant we were able to put together this 

teen/young adult weekend and Bleeding 

Disorder Awareness Day.

Save the Date for 2017 – we will be hosting 

a Bleeding Disorders Advocacy Day at the 

Oregon State Capitol in Salem on March 

20, 2017.

Bleeding Disorders Awareness Day

l to r. Daniel Pena, Julian Fernandez, Andrez Moto-Ocampo, Zack Duffy

Cake and Ice Cream anyone?

We encourage the World 
Federation of Hemophilia 
community to come together 
and show support in raising 
awareness for global bleeding 
disorders by Lighting it Up Red! 
Each year we have added new 
landmarks and monuments to 
the list of WFH partners who 
support World Hemophilia Day 
by changing their lighting red 
on April 17. If there is a landmark 
near you contact them to see if 
it can be lit in red on April 17. If 
not, pull out those red holiday 
lights and participate at home! 
This April 17, join us in Lighting 
it Up Red!

Please take pictures of landmarks 
lit in red and let us know so 
we can post these pictures on 
our social media and tell our 
members. 

World 
Hemophilia Day 
2016 – April 17 

Light it Up 
RED!
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program sponsored by

challenge | change | live | B

Roundtrip travel 
from anywhere in the 

USA, meals and lodging 
expenses are paid for  

by sponsor

APPLY TODAY
June 7-12, 2016

Camp Collins near Portland, OR
Application deadline is April 30

APPLY AT:
GenerationIXProject.com 

or email / fax completed form to:
info@gutmonkey.com

(888) 313-6504

APPLY AT:
GenerationIXProject.com

One morning in 1988, I heard a loud noise 
coming from the bathroom. The door was 
blocked, so I pushed my way in to find my 
beautiful wife, Katie, lying on the floor. 
She had had a seizure. I rushed her to the 
hospital, where she was diagnosed with a 
tumor and given six months to live.

Following surgery to remove the tumor, her 
immune system flattened out.

That day, we learned Katie had HIV.

I had it, too.

Katie held on to life for another five years, 
but she declined day-by-day. When she 
became so weak that she had to leave 
her job in advertising, her coworkers 
assumed she had cancer. Learning of this 
misperception, she returned to tell them 
the truth.

That’s true courage.

I’d like to say I had that same courage at 
the time, but that wouldn’t be true. I was 
running a large before- and after-school 
program at the local YMCA and was 
concerned that, if I revealed my diagnosis, I 
might lose my job. We needed the income, 
so I remained silent.

Then in April 1992, Katie died.

Looking back, I recall that, even in her final 
days, Katie’s selflessness and inner strength 
remained intact.

“There are three things I want you to do,” 
she said. “Remarry, have kids, and fight to 
live your life.”

I heeded her words. I married a remarkable 
woman named Robin, we adopted a boy 
named Langston--now 7-years old and the 
love of our lives--and I have been fighting 
to live a full life ever since.

But the greatest gift she gave me was 
forgiveness.

“Val, never blame yourself for what 
happened to me.”

I don’t. But it wasn’t easy at first.

You see, Katie contracted HIV from me 
after I became infected with not only 
HIV/AIDs, but hepatitis C, as a result of 
contaminated blood products used to 
treat my hemophilia. Hemophilia and 

other inheritable bleeding disorders--
von Willebrand disease and rare factor 
deficiencies--prevent the blood from 
clotting normally, which can result in 
extended bleeding after injury, surgery, 
or trauma, and can be fatal if not treated 
effectively.

From the late 1970s to the mid-1980s--prior 
to more stringent blood safety measures 
and more sensitive tests--HIV made its 
way into blood products. As a result, many 
people with hemophilia developed AIDS 
and thousands died.

I survived and committed myself to working 
for the bleeding disorders community by 
engaging with the National Hemophilia 
Foundation (NHF). Since 1948, NHF has 
led the fight against bleeding disorders 
through research, advocacy and public 
policy.

In 1992, the year Katie died, I went to NHF’s 
annual meeting and was elected Chairman 
of the Board. We began a crusade to help 
people who had developed HIV from 
tainted blood products, culminating with 
the passage of the Ricky Ray Hemophilia 
Relief Act of 1998. I went on to serve in 
various roles within NHF and became CEO 
in 2008, a position I hold today.

Since Katie’s death nearly 25 years ago, the 
bleeding disorders community has made 
great strides in treatment, public policy and 
advocacy--and in blood safety, as well. And 
this month, we launched a new movement 
called the “Red Tie Challenge,” which aims 
to start a national conversation about 
bleeding disorders.

The “Red Tie Challenge” challenges 
individuals and groups to: get creative in 
showing how they wear a red tie; record 
and post their “best red tie looks” to their 
social channels with #RedTieChallenge; 
and encourage their fans and followers 
to take it, too, while considering making a 
donation to support the bleeding disorders 
community.

Since blood ties--embodied in the color red 
and the tie--are what bind our community 
together, the red tie is our new symbol. The 
color red also conveys strength, leadership, 
courage, determination and, above all, 
love--qualities and emotions that define our 

community.

This year, NHF also worked with the U.S. 
Department of Health and Human Services 
to designate every March, beginning this 
month, as Bleeding Disorders Awareness 
Month. Its purpose is to unite all members 
of our community and engage the 
American public in our journey, as well.

My own journey began in Buffalo, where, 
when I was born, every male member of 
my family with hemophilia had already 
died. Then, fast forward to the fourth 
grade, where one day I excitedly turned 
to the section on hemophilia in my new 
science textbook, only to learn that my life 
expectancy was 20 years and, being 10, 
realized I was half way there.

Today, at age 57, I’ve nearly tripled my 
life expectancy and, recently, thanks to 
advances in medicine, have been cured of 
hepatitis C.

I am so grateful to have had Katie in my life. 
Without her, I wouldn’t be who I am today: 
a husband, father and advocate striving to 
be the best I can be--for Robin, Langston 
and our more than three million member 
community.

And it’s with my advocate’s hat that I ask 
you to join me, this month, in celebrating 
Bleeding Disorders Awareness Month and 
taking the Red Tie Challenge. Learn more 
at www.redtiechallenge.org.

References:

1. White II, GC, Hemophilia: An Amazing 35-
Year Journey from the Depths of HIV to the 
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Accessed March 3, 2016.

2. Centers for Disease Control and 
Prevention, Von Willebrand Disease (VWD), 
http://www.cdc.gov/ncbddd/vwd/data.
html#ref. Accessed March 3, 2016.

Taken from a Blog by Val Bias: 
http://www.huffingtonpost.com/val-bias/
the-ties-that-bind_1_b_9410980.html

The Tie That Binds
by Val Bias, CEO, National Hemophilia Foundation
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You are cordially invited to attend

Parents Empowering Parents
PEP enhances effective parenting skills  

for children with a bleeding disorder 
and educates and supports 
parents through discussion.

You are encouraged to attend,  
if you are a parent, grandparent, or a caregiver  

of a child with a bleeding disorder.

FRIDAY APRIL 8th at 6:00 P.M. to
SUNDAY APRIL 10th at 12:00 P.M.

Hallmark Resort in Newport
744 SW Elizabeth St., Newport, Oregon 97365

We will provide a hotel room and all of your meals for the weekend.  
Lodging will be one room per couple or one room for a single parent.  

There will not be child care on-site, so please make child care arrangements.  
Assistance with transportation will be provided upon need.

This event is funded by PEP & supported by The Hemophilia Center and 
the Hemophilia Foundation of Oregon

For more information or to RSVP contact: 
 Dr. Mina Nguyen-Driver 503-494-1093 or nguyendr@ohsu.edu  

Madonna McGuire Smith 541-753-0730 or madonna@hemophiliaoregon.org

Do not miss this opportunity to make a difference and let your 

voice be heard.  If you are reading this – we want you!

We need committee members – please read descriptions below 

to see where you can make an impact.  HFO Committees are 

made up of volunteers from the Board of Directors and other 

volunteers from the community, like you!  Find a committee 

that is interesting to you and one in which you can make a 

difference by committing your time and energy.  If you have 

questions about a specific committee contact the chairpersons 

listed for that committee. 

You can participate from any location via Conference Call.

HFO Fundraising Committee:
Duties could include development of a fundraising strategic 

plan, work with HFO staff to conduct fundraising events, 

create sub-committees to support specific events such as the 

Oregon Bleeding Disorder Walk and Shooting for the Stars 

auction, support HFO staff to diversity income sources and 

reduce reliance on industry funds, and perform other duties as 

assigned.

- Co-Chair Jeremy Swanlund (jeremy@bridgecitylaw.com)

- Co-Chair Tammy Vogel (vogelta@ohsu.edu)

HFO Program Committee:
Duties could include development of a Programmatic Annual 

Plan and calendar of events, work with HFO staff to conduct 

educational events, create sub-committees to support specific 

events or educational programs, perform other duties as may be 

assigned.

- Co-Chair Aaron Patnode (aaronpatnode@gmail.com)

- Co-Chair Doug Rice (rice.doug@gmail.com)

HFO Advocacy Committee:
Duties of this committee could include development of an 

Advocacy Strategic Plan, work with HFO staff to conduct 

advocacy events throughout the year, create talking points 

about specific bills or legislative issues that can be shared with 

the HFO membership, perform other duties as may be assigned 

- Co-Chair Corey Pierce (corey.avail@gmail.com)

- Co-Chair Michelle Fernandez (michellefern1@comcast.net)

You can participate from any location via Conference Call.

Please email info@hemophiliaoregon.org if you’re interested 

in participating on a committee. In your email, please indicate 

on which committee you’re willing to serve. Conference call 

information will be forwarded to the committee members in 

advance of the call.

SEIZE THE DAY!!!

Summer Camp is coming; mark your calendars for 

August 7-13, 2016.  You will be hearing from us 

soon via email, so please ensure we have your 

correct email address in our files.  BE ADVISED:  We are 

transitioning to a new system this year, and deadlines will 

be absolute!  The online system will not allow for late input, 

so it is critical that you turn in your registration information 

and payment by the deadline of June 1st.  If you have not 

heard from us by April 15th, please contact our office.  If 

you have any doubts about the accuracy of your contact 

information, or if you have any questions, please email us at 

infor@hemophiliaoregon.org, or call at 541-753-0730.

       CAMP
     TAPAWINGO
   Update CALL 

1-800-288-8374
8:00 am-8:00 pm (ET) Monday-Friday. Spanish-speaking Case Specialists are also available.

Don’t let insurance or financial 
challenges get between you  
and your treatment 

* The Free Trial Program is available to newly diagnosed patients and patients who are currently using other therapy. Participation in the Free Trial Program is limited to 1 time only. This program is 
complimentary and is not an obligation to purchase or use a Bayer product in the future. Reselling or billing any third party for the free product is prohibited by law.

† The Free Trial Program includes up to 6 free doses to a maximum of 5,000 IU for new patients and 40,000 IU for previously treated patients. 
‡ The program does not guarantee that patients will be successful in obtaining reimbursement. Support medication provided through Bayer’s assistance programs is complimentary and is not 
contingent on future product purchases. Reselling or billing any third party for free product provided by Bayer’s patient assistance programs is prohibited by law. Bayer reserves the right to 
determine eligibility, monitor participation, determine equitable distribution of product, and modify or discontinue the program at any time.

§  People with private, commercial health insurance may receive co-pay or co-insurance assistance based on eligibility requirements. The program is on a first-come, first-served basis. Financial support 
is available for up to 12 months. Eligible patients can re-enroll for additional 12-month courses. The program is not for patients receiving prescription reimbursement under any federal-, state-, or 
government-funded insurance programs, or where prohibited by law. All people who meet these criteria are encouraged to apply. Bayer reserves the right to discontinue the program at any time.

Bayer and the Bayer Cross are registered trademarks of  Bayer.
© 2016 Bayer. All rights reserved.
Printed in USA   03/16   PP-775-US-0080

Free Trial Program*
 • Enroll today for up to 6 free doses†

 • Delivered to your home free of  charge

Access to Therapy 

We might be able to provide treatment at no cost if you‡:
 • Experience challenges getting insurance coverage
 • Are uninsured or underinsured
 • Are between jobs and are experiencing a gap in insurance coverage

$0 Co-pay Program§

If you have private insurance, you may be eligible for the $0 Co-pay Program.
 • You may be able to receive up to $12,000 in assistance per year, regardless of  income
 • Assistance is awarded per patient. Multiple members of  the same household can apply
 • Enrollment can be completed in one short phone call

Live Helpline Support
 • Consult with an expert in insurance
 • Spanish-speaking Case Specialists are also available 
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Upcoming Events
 

MARCH 2016
20 Eugene Support Group, Hilton Garden Inn

31- 4/2 HFA Symposium, Las Vegas

APRIL 2016
8-10 Parents Empowering Parents, Hallmark Resort in Newport

17 World Hemophilia Day

22 Southern Oregon Support Group, Medford Hampton Inn

23 Spanish Education Event, Spokane, WA - TBA

22-24 National Outreach vonWillibrand (NOW) Conference, Phoenix

MAY 2016
12 Portland Support Group, Bullwinkles in Wilsonville

13-15 Couples Retreat, Oregon Garden Resort, Silverton, OR

14 Spanish Education Event, Seatte, WA - TBA

20 Southern Oregon Support Group, TBA

22 Eugene Support Group, TBA

JUNE 2016
1 Camp Tapawingo applications due

17-19 Family Camp, Camp Latgawa, Eagle Point, Oregon 
NEW LOCATION! NO RV OR TENT REQUIRED

25 Oregon Bleeding Disorders Walk, 
NEW LOCATION! PCC-Rock Creek Campus, Portland

25-27  Teen Program, Medford & Ashland

JULY 2016
10 Eugene Support Group at the coast, location TBA

14 Portland Support Group, Bullwinkles in Wilsonville

20-23 NHF Annual Meeting, Orlando, FL

24-28  World Federation of Hemophilia, Orlando, FL

AUGUST 2016
7-13 Summer Camp, Camp Tapawingo, Falls City, OR

2016 KEY DATES
September 17 Annual Meeting at the Oregon Zoo, Portland

September 17-18 Teen Program, Portland location TBA 

OctOber 15 Insurance Summit, Portland location TBA

OctOber 21 Shooting for the Stars Auction,  
 Multnomah Athletic Club, Portland

November 4-6  Women’s Conference

November 19  Spanish Education Event, Spokane, WA TBA

Like Us on Facebook
Want to know what is going on with the Hemophilia Foundation of Oregon? 
Check out our Facebook page Hemophilia Foundation of Oregon ‘like’ us 
and you will be kept up to date on all the happenings.
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HFO Mission
The Hemophilia Foundation of Oregon enhances the quality of life 

for individuals with bleeding disorders and their families through 

advocacy, assistance, outreach, educations and research support.

456 SW Monroe Ave #102

Corvallis, OR 97333

Mark Your Calendar

For more information visit our website: www.hemopliliaoregon.org or email questons to: info@ hemopliliaoregon.org


