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Find 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.  

        Upcoming Events
MARCH:  
March 9, 2014, 5:00pm, Eugene Support Group/Eugene. Valley River Inn 
March 13, 2014, 6:00pm, Portland Support Group/Family Fun Center, Wilsonville 
March 21, 2014, 6:00pm, Southern Oregon Support Group/Hampton Inn 
March 27-29, 2014, HFA Symposium/Tampa, Florida

APRIL:  
April 3, 2014, 6:00pm, Bend Support Group/Location TBA 
April 9, 2014, 9:00am-4:00pm, HFO Advocacy Summit/Location TBA 
April 25, 2014, 6:00pm, Southern Oregon Support Group/Location TBA

MAY:  
May 2-3, 2014, Couples Retreat/Location TBA

JUNE:  
June 20-22, 2014, Family Camp Out/Gold Hill KOA 
June 22-24, 2014, Teen Event/Opal Creek Oregon 

June 28, 2014, HFO Walk/Run/Terpening Center, Beaverton, OR 

 

The Run!
HFO is introducing a new event in 2014 on the same day as the Hemophilia Walk 

– a 5 mile race! It will take place on Saturday, June 28, 2014 at the Terpenning 

Recreation Complex in Beaverton, OR.  Registration opens at 7:00 am and the 

race begins at 8:00 am.  We are still working on a name for the race but soon we 

will have the race listed on Active.com and registration online or by paper form 

will begin.  For just $25 you can participate in the race.  Please direct questions to 

Madonna at info@hemophiliaoregon.org. More information will come soon.
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Community Study 
HFO and The Hemophilia Center at OHSU have received a grant from NHF to 

get feedback from you our important community members.  We are looking for 

information on how both organizations can bring the best programs and services 

to you.  We are hoping that you will be open to sharing information with our 

research assistant Roseann  Fish.  Here is what she has to say...

“It is an amazing opportunity to introduce myself to you all 

and start the process of getting to know the bleeding disorder 

community here in the northwest.  Due to a generous grant 

from the National Hemophilia Foundation, over the next year, 

I will be working closely with members of the Hemophilia 

Foundation of Oregon and the Hemophilia Treatment Center at 

OHSU to develop a needs assessment with our bleeding disorder 

community.  Within the next few months, you may be getting 

a phone call from me, and I hope to spend a few minutes with you to discuss 

your experience with the Hemophilia Center and the Hemophilia Foundation of 

Oregon and how each organization can better serve your needs.

 Born and raised in Oregon, I have a deep pride in the state’s culture, people, 

and especially its food.  I attended the University of Puget Sound in Tacoma, WA, 

earning a bachelors degree in psychology and a minor in music.  Additionally, I 

taught special education in Honolulu, HI with Teach For America and experienced 

life on the beautiful island for two years.  I have recently been working with 

children and adolescents at a non-profit mental health treatment center as a skills 

trainer and supervisor.  I am a first year graduate student in clinical psychology 

at George Fox University in Newberg.  I’m passionate about working with 

underserved children and families who have experienced trauma and are in need 

of mental health care.  Once again, I look forward to talking with you on the 

phone within the coming months.” 

The Hemophilia Foundation of Oregon  enhances the quality of life for 
individuals with bleeding disorders and their families through advocacy, 
assistance, outreach, education, and research support. 

The Walk!
Please join us for the 2014 Oregon Hemophilia Walk sponsored by Hemophilia 

Foundation of Oregon (HFO) and the National Hemophilia Foundation.  Our 

second annual Walk will be held on June 28, 2014, at the Howard M. Terpenning 

Recreation Complex which is a part of the Tualatin Hills Parks and Recreation 

District in Beaverton, OR. Walk Day registration will begin at 9:00 am and the 

Walk will officially begin at 10:00 am. The Walk is an opportunity to raise funds 

and awareness about bleeding disorders and to support all of the services 

provided by HFO on a year-round basis.

Much more than just a fundraising event, the Oregon Hemophilia Walk will 

bring together individuals affected by bleeding disorders, their families, friends, 

supporters and a diverse range of others who want to enjoy an amazing day 

at the Terpenning Recreation Complex while helping a worthy cause. We 

expect to see people of every age and background from parents with infants to 

grandparents to individuals with their dogs and everything in between!

The Walk is about 2.5 KM in length (with options to go farther) and takes place 

along beautiful tree-lined paths and walkways throughout the complex. The 

Walk features food and refreshments, entertainment, exhibits and fabulous 

giveaways! Community members and friends organize Walk Teams who hold 

special events throughout the year, raise funds and then proudly wear their 

colorful team shirts as they walk together in June! Most importantly, on Walk day 

everyone shares experiences, enjoys each other’s company and just has fun!

For more information on getting involved in the Walk please email Madonna 

McGuire Smith at madonna@hemophiliaoregon.org or visit the official Walk 

website at www.hemophilia.org/walk -- select OR from the list of states to find 

the Oregon Hemophilia Walk website.

Madonna McGuire Smith 
Development/Events Manager 

Hemophilia Foundation of Oregon 
madonna@hemophiliaoregon.org

Our Mission:

Roseann Fish



HFO Teen Program: 
HFO has revamped/ revised/ and revitalized its teen program.  Exciting adventures 

are in store and will include challenge, learning, opportunities for growth, as well 

as good times.  In 2014 there will be three events.   The first we are very excited to 

announce will be held June 22-24  at the Opal Creek Ancient Forest Center which 

is located in the heart of a 35,000 acre ancient forest watershed on the west slope 

of the Cascade mountains.   More information and sign up information will be out 

in the next few weeks.   The annual meeting on September 13 will have separate 

sessions for teens, and finally there will be a winter event in December.  In general 

these events are for teens between the ages of 15-20.  

Hemophilia B Study Shows Benefits
A study published last 

month in the journal 

Hemophilia is notable for its 

focus on the use of factor IX 

(FIX) therapy for secondary 

prophylaxis in hemophilia 

B patients. No such study 

has been done in 30 years. 

Secondary prophylaxis 

involves infusing factor 

product on a regular 

schedule, but only after a 

patient has had multiple 

bleeds into the same joint, 

such as the knee, ankle or 

elbow. The study, “Multicentre, Randomized, Open-Label Study of On-Demand 

Treatment with Two Prophylaxis Regimens of Recombinant Coagulation Factor 

IX in Hemophilia B Subjects,” was published online January 13, 2014. The lead 

author was Leonard A. Valentino, MD, Professor, Director, Section of Pediatric 

Hematology/Oncology, Director, Rush Hemophilia and Thrombophilia Center 

in Chicago.  

Investigators measured the efficacy and safety of two secondary prophylaxis 

regimens of recombinant FIX (rFIX), compared with on-demand therapy. The 

product used in the study was BeneFIX®, manufactured by Pfizer, which also 

funded the study. The study included 47 males (ages 6-65) with moderate 

to severe hemophilia B; of those, 41 completed the trial. All patients received 

16 weeks of on-demand therapy at the beginning of the trial and then were 

randomly assigned to receive BeneFIX® either once weekly or twice weekly for 

16 weeks. All patients then switched back to on-demand dosing for eight weeks, 

followed by 16 weeks of prophylaxis with the dose they had not received during 

the first 16-week prophylaxis period. On-demand therapy was allowed during 

prophylaxis periods if needed.

Annual bleeding rate (ABR) was used to measure bleeding rates. The ABR for 

the on-demand group was 35.1 vs. 4.6 and 2.6 for the prophylaxis regimens. 

Results demonstrated that secondary prophylactic therapy with BeneFIX® once 

or twice weekly reduced ABR by 89.4% compared to on-demand treatment  

The majority of joint and soft-

tissue bleeding events were 

resolved with a single infusion 

of BeneFIX®; however, five joint 

bleeds required more than four 

infusions to resolve. Although 

seven serious adverse events 

occurred in five subjects, none 

were related to the product used 

in the study.

“Both prophylaxis regimens 

demonstrated favorable safety 

profiles in subjects with hemophilia 

B,” concluded the authors.

Source: Medscape Medical News, 

January 31, 2014

Donor Acknowledgement
Thank you to all of our donors and sponsors who contributed throughout 2013.   

We are grateful for your continued support!  We are especially appreciative of 

those who responded to our appeal this past December.   

Do you want to make a difference?  We would not be able to accomplish all 

that we do each year without the help of so many wonderful contributors and 

volunteers!  The Hemophilia Foundation of Oregon depends on the generous 

support of individual donors and volunteers as well as corporate sponsors to 

provide essential programs and services.  If you or someone is interested in 

making a difference, please contact us today.

The Hemophilia Foundation of Oregon is a 501 (c)(3) non-profit organization as 

well as a qualifying charitable organization in the state of Oregon.   

Tax ID 93-0551733

HFO Board of Directors: 

Jeremy Swanlund, President 

Kevin Heffernan, Treasurer 

Patina Fieken, Secretary 

Michael Recht, M.D., Ph.D, Advisory 

Jim Dawdy, Advisor 

Stewart Worthington, HFA Representative

HFO Website
We hope you have had time to visit the new website www.hemophiliaoregon.

org.  Please find us and register as a member. The information you submit helps 

us provide you with information regarding upcoming events and programs.  It also 

allows us to find you when there are specialized programs and opportunities that 

might relate to your specific needs.  Please take the time today to register on the site, 

you will be glad you did.  Thank you.  

Chris Leland 

Tammy Vogel 

Debbie Baidenmann 

Derek Richards 

Kim Rocha 

Chris Selid 

Summer Camp
We are looking forward to another exciting summer camp.   Camp will be August 3-9.   

The camp committee is busy exploring theme ideas and making plans for another 

block buster year. Look for the announcements and applications in mid March.  We 

are going to be accepting applications electronically this year and will be sending out 

the announcements both by email and snail mail.  We look forwarding to a wonderful 

summer event at Camp Tapawingo. 


