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Letter from the Executive Director
Wow, what a year! HFO has had a very education-packed year with more than 45 events, meetings and activities scheduled 
throughout Oregon and SW Washington. We’ve been busy!

It has been a fun year to grow and learn in my position as Executive Director. In January we welcomed Kathleen Anderson to our 
HFO family, first as the Administrative Assistant, and then in March she started working full time for us as the Events Manager. 
In November we welcomed Suzie Burns to our staff working 10 hours a week as our Administrative Assistant. It has been such a 
pleasure working with both of these women and I am so appreciative of their dedication to HFO.

HFO is so fortunate to have three strong support groups throughout the state. Big thanks goes out to Liz and Quinn Davenport 
for their coordination of the Portland Support Group; to Rivka and Michel Michaud for their tireless efforts organizing the Eugene 
Support Group; and to Jan Sanders for her many years of support managing the Southern Oregon Support Group. Many thanks go 
to Jan for her efforts in planning and coordinating the Family Camp hosted by Southern Oregon Support Group. We could not do 
all of the events and activities we do without the volunteer efforts of our three support group coordinators – THANK YOU!

Thanks also goes out to all of our donors and sponsors, without their generous support HFO wouldn’t be the strong, thriving 
organization that it is today. It is fundraisers like the Walk and Shooting for the Stars as well as sponsorships from our 
pharmaceutical and home health care partners that keep our organization going strong. Thank you to everyone who was involved 
with the 2015 Walk and Shooting for the Stars Fundraising Auction.

It is during this wonderful time of year that we focus on how lucky we are to have what we have. We are fortunate our organization 
is strong and is the process of planning for 2016. Everyone should have recently received HFO’s Annual Giving Letter. Considering 
all that HFO does to support affected families, we hope you will consider including HFO in your giving plans this year.

–Madonna McGuire Smith

Holiday
Open
House

Join us for a

Drop in and see our office
Meet the staff

 Enjoy some sweet treats.

10AM-4PM       Friday, December 11th    
456 SW Monroe Ave, Suite 102       Corvallis, Oregon
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What’s Happening 
with Support Groups

Hemophilia Center at Oregon Health & Science University
It’s been a busy fall at the Hemophilia Center. Many of you had the opportunity to meet Skye Peltier, our physician’s assistant who was 

with us all too briefly. She’s unfortunately left the Center to return to Minnesota. She has been missed! 

We’ve fortunately been able to hire a new provider, Beth Allison. Beth is a nurse practitioner with specialty experience but is new to 

hemophilia. She’s starting with us January 4th and is excited to dive in. Initially, as she’s learning the ins and outs of bleeding and clotting 

disorders, you will be seeing her when you see one of our physicians. We expect she will quickly be on her feet and running on her own 

though. There is no one that tells the hemophilia story better than our patients though, and we hope you will share your knowledge and 

experience as with her as you have the opportunity to meet her.

As always, we’re working on many initiatives to make the service and care you receive at the Center meaningful and useful to you. Please 

contact me, Tammy Vogel, at vogelta@ohsu.edu or at the Center at 503-494-8716 if you have any questions, thoughts or suggestions.

If you have not attended a support group 

before we invite you to attend one that is 

convenient to you.  Come meet others in 

your area who share your experiences and 

concerns with bleeding disorders.  

Portland Support Group  
In 2015 the Portland Support Group met 

six times and enjoyed programs and 

discussions on such topics as how DNA 

Works, how to partner with your child’s 

school,  healthy snacking, a cool science 

activity called a Clotting Game, and how to 

decide what exercise and sports to allow 

your affected child to participate in.  

The Portland Support Group will meet 

on the following 2016 dates:   January 14, 

March 10, May 12, July 14, September 8, and 

November 10, all held at Bullwinkle’s Family 

Fun Center, 29111 SW Town Center Loop, 

Wilsonville.  Pizza and salad are provided 

and kids get a free arcade card to play 

the games at the Fun Center while adults 

connect.   All ages are welcome, not just 

the kids!  Contact us anytime at portland@

hemophiliaoregon.org .  

Southern Oregon Support 
Group
The Southern Oregon Support Group 

met six times so far in 2015 and has a final 

meeting on Dec.  18th at the Medford 

Hampton Inn meeting room.  Some of 

2015’s topics have included hands-on 

healthy snacks, using an array of product 

devices, My Factor My Body, motivational 

interviewing techniques to help interactions 

with health care providers, a video tour of 

a plasma collection facility, and discussion 

of VWD.  The group also hosts the annual 

Family Camp weekend in June that is open 

to all HFO families.  

2016 dates are January 22, February 26, 

March 18, April 22, May 20, September 23, 

October 28, and November 18.  All but 

the May meeting will be at the Hampton 

Inn where the kids can swim in the pool 

after the group’s catered dinner.   Family 

Camp will again be hosted by the group 

June 17-19, 2016, with location to be 

determined, and is open to all in the HFO 

community. For any questions contact 

southernoregon@hemophiliaoregon.org

Eugene Support Group
The Eugene Support Group met six times 

in 2015 and discussed such topics as 

genetics, diet and exercise, nutrition and 

movement, and the newest hemophilia 

drugs on the market.   In July the group 

met on the coast.  In 2016 the dates have 

been set for January 17, March 20, May 22, 

July 17, September 11, and November 20 

with locations to be determined.  Contact 

eugene@hemophiliaoregon.org.  

2016 Dates Announced!
HFO’s popular summer camp for kids will be held August 7-13, 2016. Camp 
information will again be sent by email this year, so please be sure we have 

a working email on file for your family, and be sure you check your email box regularly. You should start 
to hear from us via email in March. Initial camp application forms are due back in our office by June 
1st. Please get in touch with us in the spring if you do not hear from us. If you are in doubt about the 
accuracy of your email address in our records, or if you have any questions, please email us at info@
hemophiliaoregon.org. 

CAMP TAPAWINGO

What’s Happening at
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Junior National Championship
Several of HFO’s young members were selected to participate in CSL Behring’s annual Gettin’ in the Game Junior National 
Championship (JNC) competition in golf and baseball held in October in Arizona. The JNC is a series of athletic events 
for young people with bleeding disorders and their families. Participants take part in clinics taught by pro-golfers and 
baseball players where they learn the fundamentals of their sport and show off their abilities in competition while building 
relationships with others in the bleeding disorder community. Young people have the opportunity to apply for a JNC trip as 

part of their summer camp application. Here is what a few of the attendees said about their JNC experience. 

Kavan Boyd and his mom Cari
Kavan and I would like to express our 

sincere gratitude to the Hemophilia 

Foundation for sending us to the CSL 

Behring Junior National Championship in 

Chandler, Arizona. This program was like 

none I had ever attended. There were over 

100 athletes chosen by chapters around 

the country to participate in either golf or 

baseball. 

Kavan went to JNC for baseball and he was 

very nervous because he had never played 

baseball but the JNC staff and volunteers 

were so helpful. The first day Kavan 

learned fundamentals in hitting, pitching, 

and catching from great instruction given 

by the pro-athletes. The second day we 

were taken to a replica Yankee-stadium 

baseball field where there was a national 

competition on the fundamentals that the 

kids had learned. 

Kavan had so much fun. I loved seeing the 

joy of the game on all the kids’ faces. Even 

more impressive was how the instructors 

kept re-enforcing a can-do message and 

emphasized what the kids would be able 

to do in their lives if they put their minds to 

it. I am so grateful for the experience and 

recommend JNC to anyone!

~ by Cari Boyd (mom of Kavan)

Jackson Fackler and his mom 
Lisa
Jackson was excited to take part in the Jr. 

National Championship. He had never been 

to Arizona before, so that was really fun.

With very little experience in Baseball, 

he was able to learn new skills in a fun 

environment and enjoyed meeting Jesse 

Schrader! 

He is now interested in joining a Baseball 

Team. 

We both made new friends from other 

States and we enjoyed the classes offered 

during our stay. Thank you for this 

opportunity! 

~ by Lisa Fackler (mom of Jackson)

Anthony Gonzalez and his 
grandpa Randy
“Anthony and Grandpa’s awesome Arizona 

get-away weekend” 

Winning a trip to JNC in Arizona was really 

cool. Anthony chose golfing so he could 

go out golfing with grandpa. This brought 

tears to grandpa’s eyes that he would 

choose golf and he wanted grandpa to be 

the one to take this trip with him. The first 

time Anthony picked up a golf club was 

the weekend before we left. The lesson 

did the trick as he won the longest drive 

for his age group! I was so proud of his 

accomplishment and his poise as he shook 

hands with the professionals.

Anthony enjoyed the plane trip. The takeoff 

and landings were the best part and he 

enjoyed sleeping the rest of the time. He 

liked the accommodations, the cactus in 

Arizona, and the delicious food. The great 

swimming pools only added to the fun he 

had with friends that he met from all over 

the country. He really enjoyed the golf 

lessons and especially when Perry Parker 

hit a whole sleeve of golf balls at once. 

When asked if he would like to go again he 

said definitely. We both would really like 

to thank everyone who made this such a 

special trip. 

~ by Randy Reynolds  

 (proud grandpa of Anthony) 
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Ready to help you define your IXperience™

Let’s talk about IXINITY and how you can get the most  
out of Emergent-sponsored programs, including the  

Generation IX Project and the B More™ Scholarship Program.

Manufactured by Cangene Corporation, a subsidiary of Emergent BioSolutions Inc. and distributed by 
Cangene bioPharma, Inc., a subsidiary of Emergent BioSolutions Inc.

IXINITY [Coagulation Factor IX (Recombinant)], IXperience, B More, and any and all Emergent BioSolutions 
Inc. brand, product, service and feature names, logos, slogans are trademarks or registered trademarks of 
Emergent BioSolutions Inc. or its subsidiaries in the United States or other countries. All rights reserved.

© 2015 Emergent BioSolutions Inc. IXI 136-0915

IXINITY.com

Your IXINITY® Product Specialist, Leo Tellez

Contact Leo at 503.314.7298 or ltellez@ebsi.com

Many families I’ve worked with have 
shared stories of perseverance, challenge, 
and dedication. I am moved by their 
experiences and want to do more to 
help the rare blood disorder community.

— Leo Tellez

002235_Personalized_Rep_Ads.indd   4 9/29/15   9:46 AM
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Indications 
ELOCTATE [Antihemophilic Factor (Recombinant), Fc Fusion Protein] is a recombinant DNA derived, antihemophilic 
factor indicated in adults and children with Hemophilia A (congenital Factor VIII deficiency) for: control and prevention  
of bleeding episodes, perioperative management (surgical prophylaxis), and routine prophylaxis to prevent or reduce 
the frequency of bleeding episodes. ELOCTATE is not indicated for the treatment of von Willebrand disease.

Important Safety Information 
Do not use ELOCTATE if you have had an allergic reaction to it in the past. 

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, are breastfeeding, are pregnant  
or planning to become pregnant, or have been told you have inhibitors (antibodies) to Factor VIII. 

Allergic reactions may occur with ELOCTATE. 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 ELOCTATE, which may stop ELOCTATE  
from working properly. 

Common side effects of ELOCTATE are joint pain and general discomfort. These are not all the possible side effects of 
ELOCTATE. Talk to your healthcare provider right away about any side effect that bothers you or that does not go away, 
and if bleeding is not controlled after using ELOCTATE. 

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.  

THE FIRST AND ONLY FACTOR VIII  
WITH A PROLONGED HALF-LIFE

 Learn how a prolonged half-life 
may affect your infusion schedule

Meet your CoRe Manager Becky Ybarra
E: becky.ybarra@biogen.com  T: 801-913-8204
This information is not intended to replace discussions  
with your healthcare provider.

© 2015 Biogen.   All rights reserved.   Printed in U.S.A.   ELO-US-0492   6/15
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FDA-Approved Patient Labeling
Patient Information
ELOCTATE™ /el’ ok’ tate/ 
[Antihemophilic Factor (Recombinant), Fc Fusion Protein] 
Please read this Patient Information carefully before using ELOCTATE 
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 ELOCTATE?
ELOCTATE is an injectable medicine that is used to help control and 
prevent bleeding in people with Hemophilia A (congenital Factor VIII 
deficiency). 
Your healthcare provider may give you ELOCTATE when you have 
surgery.
Who should not use ELOCTATE?
You should not use ELOCTATE if you had an allergic reaction to it in the 
past.
What should I tell my healthcare provider before using ELOCTATE?
Talk to your healthcare provider about:
 • Any medical problems that you have or had.
 •  All prescription and non-prescription medicines that you take, 

including over-the-counter medicines, supplements or herbal 
medicines.

 •  Pregnancy or if you are planning to become pregnant. It is not 
known if ELOCTATE may harm your unborn baby.

 •  Breastfeeding. It is not known if ELOCTATE passes into the milk 
and if it can harm your baby.

How should I use ELOCTATE?
You get ELOCTATE as an infusion into your vein. Your healthcare 
provider will instruct you on how to do infusions on your own, and may 
watch you give yourself the first dose of ELOCTATE. 
Contact your healthcare provider right away if bleeding is not controlled 
after using ELOCTATE.
What are the possible side effects of ELOCTATE?
Common side effects of ELOCTATE are joint pain and general 
discomfort.  
Allergic reactions may occur. Call your healthcare provider or 
emergency department 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 
ELOCTATE, which may stop ELOCTATE from working properly. Your 
healthcare provider may give you blood tests to check for inhibitors.

How should I store ELOCTATE?
 • Keep ELOCTATE in its original package.
 • Protect it from light.
 • Do not freeze.  
 •  Store refrigerated (2°C to 8°C or 36°F to 46°F) or at room 

temperature [not to exceed 30°C (86°F)], for up to six months.  
 • When storing at room temperature:
  •  Note on the carton the date on which the product is 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 ELOCTATE after the expiration date printed on the vial or, if 
you removed it from the refrigerator, after the date that was noted on 
the carton, whichever is earlier. 
After reconstitution (mixing with the diluent):
 •  Do not use ELOCTATE if the reconstituted solution is not clear to 

slightly opalescent and colorless.
 • Use reconstituted product as soon as possible
 •  You may store reconstituted solution at room temperature, 

not to exceed 30°C (86°F), for up to three hours. Protect the 
reconstituted product from direct sunlight. Discard any product 
not used within three hours.

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

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

44279-01

ELOCTATE™ is a trademark of Biogen Idec.

Issued June 2014



2015 Annual Meeting 
at the Zoo
HFO’s Annual Education Meeting at the 

Oregon Zoo was held on a beautiful fall 

day on September 19th and provided 

members with fellowship, education and 

recreation.  Nearly 200 members attended 

with children of various ages having 

specific activities for them in the nearby 

Children’s Museum and World Forestry 

Center.  Teens entered the zoo earlier than 

the rest to take part in a program that 

involved a competitive jaunt around the 

zoo exploring animal diets and creating 

human trail mix.  Meanwhile the adults 

listened to an informative NHF presentation 

on Communicating in the Workplace which 

delved into the legal, social, and mental 

integration of having a bleeding disorder in 

the workplace.

After the BBQ lunch everyone enjoyed the 

awards presentation with Dekota Bradley 

receiving the Camper of the Year award, 

HFO board members and Camp Tapawingo 

counselors receiving recognition, and 

the debut of the much-anticipated 

Camp Video.  There were many industry 

tables and representatives to visit before 

everyone headed out to take in the sights 

of the zoo for the rest of the beautiful 

afternoon.   Some of the zoo highlights 

have reserved this space in the capitol for 

Monday, February 22. We hope you will be 

able to join us for the day and help us to 

educate our elected officials so they can 

better understand the challenges of living 

with a bleeding disorder.

If you would like to get more involved in 

advocacy through HFO please contact us at 

info@hemophiliaoregon.org. We are always 

looking for people who are interested in 

making a difference in our world.

Washington Days
February 24-26, 2016, is NHF’s Washington 

Days where participants from chapters 

across the country meet in Washington 

D.C. to visit elected officials to advocate 

for issues important to the bleeding 

disorder community.  If you are interested 

in attending please contact us at info@

hemophiliaoregon.org.  

Save Paper-  
Get this Newsletter by email
If you want to save paper and mailing 

costs and wouldn’t mind receiving our 

quarterly Hemophilia Headlines newsletter 

by email rather than a paper copy, just 

drop us a note at info@hemophiliaoregon.

org and we will switch you to an electronic 

subscription.

included seeing part of the new elephant 

habitat renovation. Look for 2016 Annual 

Education Meeting back at the zoo  

Sept. 17, 2016.

HFO Advocacy –  
always changing and always 
exciting!
In 2015 HFO hosted the first Oregon State 

Advocacy Day in Salem at the Oregon 

State Legislature. It was an exciting day! As 

you may know, Oregon’s State Legislature 

meets every year – during the odd years 

the session is 160 days long and during 

the even years the session is a short 35 

days.  A lot of legislation is drafted and 

considered in the long sessions during the 

odd years and it is during those years that 

HFO members need to be the most active 

and pro-active. HFO and the Hemophilia 

Center at OHSU work hard to stay informed 

on issues that affect the bleeding disorder 

community.

 As you can imagine, because 2016 is a very 

short session, our advocacy day will look 

very different. We will be holding more of 

an Awareness Day without the scheduled 

appointments in legislators’ offices as we 

did in 2015.  Our plans include having an 

informational booth set up in the galleria 

area under the dome between the House 

and Senate sides of capitol building. We 

Support us when you
shop this holiday
Amazon donates when you shop at: 
smile.amazon.com/ch/93-0551733
Please designate the Hemophilia of Oregon as your charity of choice to receive 
a donation every time you shop on Amazon.  Notice “Supporting: The Hemophilia 
Foundation of Oregon” under the search bar.  It is so easy to shop and support
us at the same time that it makes us smile!

www.hemophiliaoregon.org • info@hemphililaoregon.org Page 7
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Introducing Suzie 
Burns, HFO’s new 
part-time  
Administrative 
Assistant
Hi! I’m Suzie Burns, and it is a true pleasure 

to have this opportunity to work in the 

bleeding disorder community.  I have 

already enjoyed assisting with preparations 

for the Walk, Camp, and Auction this 

year.  After a career in the Navy and 

several years as a homeschooling mom 

to three terrific children, I have been 

settled in Oregon with my family for over 

2 years now.  Though my husband is 

originally from Washington, the rest of us 

are enjoying familiarizing ourselves with 

the Great 

Northwest.  

I’m looking 

forward to 

meeting 

more of you 

as I become 

further 

acquainted 

with the 

bleeding 

disorder 

community.

This year’s Shooting for the Stars fundraising auction drew 

double the attendees as last year and was a financial success as 

well as being a whole lot of fun!  For the first time the auction 

was held in the beautiful Multnomah Athletic Club ballroom. 

Guests enjoyed cocktails and dinner while playing casino 

games and bidding on silent auction items and raffle baskets. 

The evening was emceed by HFO’s own 

Camp Tapawingo counselor Michael 

Glenzer, and several HFO teens were on 

hand to talk to the audience about their 

experiences with bleeding disorders. 

The live auction sold items such as a 

Downton Abby autographed cast picture, 

a Portland romantic getaway, a Tahoe 

vacation, Alaska cruises, a Costa Rica trip 

and a Date-of-the-Month package. Also 

popular were cocktail and dessert frenzies 

where these delectable treats were bid 

upon and shared with the winners’ 

tables. Very popular silent auction 

items included a Hood River weekend, dessert-of-the-month 

package, Beaver and Duck tailgate packages, a group karaoke 

party, and wine passports. The auction netted over $30,000 

which is used for HFO’s education and support programs and 

valuable research on bleeding disorders 

at OHSU. Extra thrilling this year was the 

special Raise the Paddle appeal which 

brought in $6500 to be used specifically 

for Emergency Assistance for families 

with severe financial need to get medical 

treatment for bleeding disorders. HFO is 

especially excited to be able to move next 

year’s auction to a Friday night so mark 

your calendars now for Friday October 

21st, 2016 back at the MAC.

Shooting for the

   F IRST
   STEPs

Join us

Saturday, January 30,  
9:00am – 4:00pm

Doernbecher 
Children’s Hospital

Vey Conference Center – 11th Floor
Parents of children with Bleeding Disorders

 0 – 9 years of age
Meet Families * Have Fun * Learn

Breakfast, Lunch and Childcare provided

RSVP or for more information:  
Erin Stang   stang@ohsu.edu

Madonna McGuire Madonna@hemophiliaoregon.org
www.hemophilia.org

Suzie Burns
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Fun & Festive

DINNER
PROGRAM
SIX PM | THURSDAY 
DECEMBER 10

Come make a seasonal craft, enjoy 
delicious catered family dinner, 
and listen to a very engaging talk 
by Aaron Smith, the grandson of 
notable Murry Thelin who first 
created Factor VIII concentrate. 
Aaron will tell his story of building 
a successful life with hemophilia, 
review the history of hemophilia 
treatment that so intimately 
involved his grandfather, and 
energize all for their bright futures 
even with the challenges of having 
a bleeding disorder. Come enjoy 
this relaxing and uplifting evening 
provided by Baxalta. RSVP to 
info@hemophiliaoregon.org

HFO Teen Program
By Maddie Smith

As a teenager living with a bleeding disorder, I 
love going to HFO 
teen program 
events. Recently, 
the teen program 
– PEAK (Providing 
Education Advocacy 
Kinship) has had 
two events, one in 
June when we spent 
a few days at the 
coast, and another 
that was paired with 
the Annual Meeting 
at the zoo. The 
HFO teen PEAK is a 
great way to make 

great lifelong friends, learn important life skills like 
applying for college, and learn more about living 
with bleeding disorders. Other topics for events 
have included nutrition, leadership, and advocacy. 
The teen PEAK is a fun and safe way for teens 
affected by bleeding disorders to learn life skills.

Last summer, the HFO teen program took a trip 
to the coast for a few days. Over the course of the 
trip, we learned important things about leadership 
and living with bleeding disorders, as well as having 
a ton of fun. We left straight from the Hemophilia 
Walk and traveled to a beach house in Gearhart, 
OR. Once we got there, we settled in and learned 
important leadership skills. We learned how 
even followers can be leaders. Not only did we 
learn, we also spent some time on the beach. The 
summer 2015 teen event was a fun and educational 
experience.

In September, the HFO teen PEAK had another 
event that took place at the same location as the 
HFO Annual Meeting. Since we were at the zoo, we 
learned about the diets of animals at the zoo, and 
then used that info to learn more about our diets. 
We then made a healthy but tasty trail mix to take 
for a snack. We learned about the importance of a 
balanced diet.

For teens with bleeding disorders and their siblings, 
the HFO teen program is a fun way to connect with 
other people with bleeding disorders and learn 
more about life with a bleeding disorder. Teen 
program events are fun and educational ways to 
meet people who could be your friends for the rest 
of your life. 

See Page 12 for Information regarding PEAK 
winter retreat.
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Educa&on	&	Support	
Programs	

18%	

Emergency	Assistance	
1%	

Salaries	
32%	

Fundraisers	
15%	

Advocacy	&	
Communica&on	

6%	

Administra&on	
9%	

Camp	
19%	

Expenses	

Fundraisers	
29%	

Camp	
23%	Dona4ons	

6%	

Educa4on	&	Support	
Program	Grants	

29%	

Emergency	Assistance	
funding	
3%	

General	grants	&	other	
10%	

income	

HFO Annual Summary for 2015
As the year ends we take the opportunity to look at how we 
spend our time and how we are doing financially.  The following 
pie charts show where HFO staff spends their time, sources of 
revenue, and expenses. 

INCOME

EXPENSE

Annual Women’s Conference a great success!
In mid-November nearly 40 women from all over Oregon and Washington gathered at the Heathman Lodge in 

Vancouver, WA. Some were affected, some were caretakers of affected and some were both affected and caretakers. 

There were a variety of topics offered throughout the two night/three day workshop. Thank you  

to Dr. Jody Kujovich, Dr. Kristina Haley, Tammy Vogel, Robina Ingram-Rich, Nancy Durben, Erin Stang and Mina 

Nguyen-Driver from the Hemophilia Center at OHSU for presenting some interesting and very educational topics.

It has become a tradition to host a women’s conference in the fall. This year we combined with Bleeding Disorders 

Foundation of Washington and offered 

it to all women living with bleeding 

disorders in Oregon and Washington. 

We have already committed to hosting 

the 4th Annual Women’s Conference so 

save the date of November 4 – 6, 2016 

and plan to join us for a fun, education-

filled weekend!

For more information on any of the 

programs offered for women please 

contact us at info@hemophiliaoregon.

org.

Admin,	training	&	
conferences	

17%	
Camp	
16%	

Fundraisers	
29%	

Educa=on	and	
Support	Programs	

38%	

HFO	Staff	TIME	
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Fundraisers	
29%	

Camp	
23%	Dona4ons	

6%	

Educa4on	&	Support	
Program	Grants	

29%	

Emergency	Assistance	
funding	
3%	

General	grants	&	other	
10%	

income	

We Love Our Donors & Sponsors
HFO depends on our donors & sponsors.  Without their financial support we would not be able to offer the 

programs and services that enrich HFO.  We are truly grateful for their support.

Diamond Level ($50,000  
and above)

•  The Hemophilia Center at OHSU
•  Baxalta

Emerald Level ($15-50,000)
•  Bayer Health Care
• CSL Behring

Ruby Level ($5-15,000)
• BioRx
• Biogen
• Hemophilia Alliance Foundation
• Marjorie McBeth Estate
• Novo Nordisk
• Pfizer
• Octapharma

Platinum Level ($2500-5000)
• Accredo
• American Homecare Federation
• Emergent Biosolutions
• Colburn-Keenan Foundation
• Hemophilia Foundation of America
• University Pediatricians

Gold Level ($1500-2500)
•  Kendrion
•  Grifols
• Michael Wagner

Silver Level ($750-1500)
• Barbara Hilligoss 
• Mark Surbaugh

Bronze Level ($250-750)
• GutMonkey
• Lowes
• Fieken Plumbing
• Nelson Trucking Company
• Laurie Pritchard
• Cindy Secrest
• Dale Tschida
• Reser’s Fine Foods
• Benton County Foundation
• Frances Heffernan
• Walmart

Copper Level ($1-250)
• AmazonSmile
• MaryLou Anderson
• Alba Avendano
• Betty Cate
• Eric Eggers
• Frank Mako
• Ronald Sovince
• Stephen Brennan
• Don Aina
• Paul Jordahl
• Goodshop
• Ray Kays
• Jack McCann
• Susan Peterson
• Shirley Angell
• David Chvatal
• Carl Rocha
• Chris Selid
• Rose City Mortgage
• Clark Campbell
• April Nichols
• David Hinsman
• Robina Ingram-Rich
• Dawn Johnson
• John Keiter
• Ruth Kouides
• Brian Oylear
• Lisa Carlisle Pope
• Joan Weddle
• Dwayne Whitis

• Marlene Muchow

• Carl & Edith Foleen
• Ted Reutlinger
• Shirley Reynolds
• Jim Zuiches
• William Malek
• Judith Garbutt
• Brittany Goshorn
• Marita Postma

We thank and cherish all of our donors of 

both in-kind and cash.  No gift is too small 

and we are very appreciative. We have 

attempted to list all of our donors, but 

if we have mistakenly left your name off 

please know we greatly appreciate your 

donation.

Our Board of Directors
•  Lucrecia Choto-Mueller
•  Michelle Fernandez
•  Jeremy Swanlund
•  Tammy Vogel
•  Michael G. Morris
•  Mark Reis
•  Corey Pierce
•  Aaron Patnode

Advisory Board Members
•  Mike Recht, MD
•  Jim Dawdy
•  Stewart Worthington
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COMING
SOON

 Register for updates at www.KOVALTRY.com

Bayer and the Bayer Cross are registered trademarks of Bayer.  
KOVALTRY is a trademark of Bayer.
©2015 Bayer HealthCare Pharmaceuticals Inc.
All rights reserved.   Printed in USA   08/15   PP-675-US-0006

 KOVALTRYTM

Antihemophilic factor (recombinant)

Annual Winter Teen PEAK Retreat
Teens will explore Eugene, while learning the important history of  

bleeding disorders. There will also be a super fun surprise activity.  

Event is for ages 14-20 with a bleeding disorder, or a carrier of a  

bleeding disorder, or a sibling of a person with a bleeding disorder.

WHERE:  Eugene, Oregon, Best Western Hotel near U of O campus

WHEN:  Saturday December 19th- Monday December 21st

Meet at CDRC at 10:00 AM Saturday for  
departure to Eugene.

Will return to CDRC at 2:00PM Monday for pick up. Pick up also available 
at I-5/Hwy 34 near Albany.

RSVP:  Event is limited to first 25! To reply call the  HFO office right away  
  541-753-0730

Retreat
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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
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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.
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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

Researchers Learn More about FVIII Origins
In breakthrough research, Rice University 

(RU) scientists have uncovered more about 

the cellular origins of factor VIII (FVIII), a 

protein that plays a critical role in the blood 

clotting process. The study paper was co-

authored by research biochemist Nancy A. 

Turner, BA, and hematologist Joel L. Moake, 

MD, at RU’s Department of Bioengineering.

 Earlier studies established that FVIII is 

produced in endothelial cells that line the 

walls of blood vessels in organs such as the 

heart, liver and intestines. RU investigators 

have delved further by looking for the 

specific source of FVIII generation and 

deployment from within different types of 

endothelial cells. 

 Turner and Moake’s experiments focused 

on human umbilical vein endothelial cells 

(HUVECs)’ which are found in large veins, 

and glomerular microvascular endothelial 

cells (GMVECs), which are located in the 

smallest capillaries of the kidneys. Although 

the presence of FVIII in these types of 

cells had not been previously confirmed, 

investigators had recognized them, 

particularly HUVECs, as a viable focus of 

research for several reasons.

“HUVECs are the generic human 

endothelial cells that (biological 

researchers) use the first time they do 

anything,” Turner said. “They’re cheap. 

They’re easy to work with, and they’ve been 

the model for endothelial cells for, I don’t 

know, at least 50 years.”

 With her expertise in biochemistry, Turner 

first conducted a series of lab tests to 

verify the presence of FVIII in HUVECs and 

GMVECs. Follow-up research confirmed 

that FVIII is not only synthesized in 

HUVECs and GMVECs, but is also stored in 

and secreted from Weibel-Palade bodies 

(WPBs) within these cells. WPBs are 

specialized organelles (part of a cell with 

a specific function) that also contain von 

Willebrand factor (VWF), another critical 

protein that binds to FVIII during the 

clotting cascade. VWF works as a carrier 

for FVIII as it circulates in the bloodstream. 

 This discovery has future potential 

therapeutic significance for people with 

bleeding disorders. “Now that we recognize 

that factor VIII is normally synthesized 

in endothelial cells and stored in Weibel-

Palade bodies, those become the precise, 

most effective physiological targets for 

gene delivery,” concluded Moake. 

 The article, “Factor VIII Is Synthesized 

in Human Endothelial Cells, Packaged in 

Weibel-Palade Bodies and Secreted Bound 

to ULVWF Strings,” was published online 

October 16, 2015, in the journal PLOS ONE.

 Source: Rice University news release dated 

November 2, 2015
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Upcoming Events
 

DECEMBER 2015
10 6:30 PM Baxalta dinner, Stafford Woods Center, Wilsonville

11 10:00 AM -4:00 PM Annual Holiday Open House HFO office in 
Corvallis

18 6:00 PM Southern Oregon Support Group, Hampton Inn, Medford 

19-21 Annual Winter Teen Program Retreat, Best Western Hotel, Eugene 

JANUARY 2016
14  6:00 PM  Portland Support Group, Bullwinkles, Wilsonville

17 Eugene Support Group, TBD

22 Southern Oregon Support Group, Medford Hampton Inn

30 9:00 AM- 4:00 PM First Steps program, Doernbecher Children’s 
Hospital, Portland

FEBRUARY 2016
20-22 Teens Advocacy training

22 Advocacy Awareness Day, Salem Capitol

24-25 Washington Advocacy Day, Washington DC

26 Southern Oregon Support Group, Medford Hampton Inn

MARCH 2016
10	 Portland Support Group, Bullwinkles, Wilsonville

18 Southern Oregon Support Group, Medford Hampton Inn

20 Eugene Support Group, TBA

31-	4/2 HFA Symposium, Las Vegas

APRIL 2016
8-10 Parents Empowering Parents, details TBD

17 World Hemophilia Day

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

2016 KEY DATES
May 13-15 Couples Retreat, Oregon Garden Resort, Silverton

June 17-19 Family Camp, location TBD

June 25  Oregon Bleeding Disorder Walk, Beaverton

July 20-23 NHF Annual Meeting, Orlando, FL

July 24-28 World Federation of Hemophilia World Congress, Orlando, FL

august 7-13  Summer Camp at Camp Tapawingo

septeMber 17 Annual Meeting at the Oregon Zoo, Portland

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

nOveMber 4-6 Women’s Retreat

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


