
Hemophilia Headlines

The Hemophilia Foundation of Oregon  
is moving! Here is our new contact information.

office: 456 SW Monroe Ave. #102, Corvallis, OR 97333

phone: 503-297-7207 

fax: 503-297-0127  

email: info@hemophiliaoregon.org 

web: www.hemophiliaoregon.org

DECEMBER 2014

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 2014-15
JANUARY:  

January 8, 2015, Portland Support Group/Bullwinkle’s, Wilsonville - 6:30pm 

January 18, 2015, Eugene Support Group/Valley Inn, Eugene - Time TBD 

January 23, 2015, Southern Oregon Support Group, Medford - Time/Location TBD

FEBRUARY:  

February 20-22, 2015, NOW Conference, Phoenix, AZ - Advance registration 

February 20, 2015, Southern Oregon Support Group, Medford - Time/Location TBD 

February 21, 2015, Clackamas Pool Safelty Workshop/Location-Time TBA 

February 25-27, 2015, NHF Washington Days/Washington, DC

MARCH:  

March 12, 2015, Portland Support Group/Bullwinkle’s, Wilsonville - 6:30pm 

March 15, 2015, Eugene Support Group/Valley Inn, Eugene - Time TBD 

March 25, 2015, Southern Oregon Support Group, Medford - Time/Location TBD
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From the Executive Director:
As 2014 comes to a close it gives me the opportunity to reflect upon a great year 

and to say THANK YOU to those of you involved with the foundation.   As this 

year closes I will leave my position as Executive Director and move on to the next 

phase of my life.  I will be retiring and looking to spend the next few years in travel 

and being of service where needed.  I am looking forward to this next step but 

will miss you all greatly. 

I am so thankful for all of you that have welcomed me and taught me so much 

about living with a bleeding disorder.  Your compassion toward your children and 

to each other is remarkable.  It has been a terrific journey and on so many levels 

I am grateful.  I have enjoyed spending time with your children at camp.  Their 

energy is infectious and their abandon and pure joy at camp is a true gift.  There 

are so many things to be thankful for; the volunteers that make this foundation 

work, the willingness to share your lives with others, the receptiveness to learning, 

and the feedback that continues to grow the foundation are unprecedented. 

I would like to especially thank the HFO Board of Trustees, their guidance and 

commitment to the foundation has been a guiding star.  The Hemophilia Center 

at OHSU has been a terrific partner and they have always been willing to step 

up and share in programming, camp, and general guidance.  This job would 

not be possible without both of these groups.  I would also like to thank our 

pharmaceutical and home care partners for all their support both financially and 

their long lasting commitment to the community. 

Lastly, I am indeed very grateful for Madonna McGuire Smith.  Her energy 

and passion for HFO has been spectacular.   Her infectious enthusiasm and her 

commitment to HFO will surely bring the foundation to the next level as she 

takes on the role of Executive Director.  I am indeed blessed to be leaving the 

foundation in truly capable hands. 

I wish you all well and bid you a very fond farewell. Warmest regards, Marita

 Marita Postma 
 Executive Director 
 Hemophilia Foundation of Oregon 
 marita@hemophiliaoregon.org

Our Donors and Sponsors

Copper Level ($1-250) 
Don and Rowena Aina 
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Donna Gooch 
Art Liberman Jr. Trust 
John and Robin de la Forest 
Dale Tshida 
Dona and Donald Koepke 
James McAlpin 
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Francy Heffernan 
William Malex 
United Way 
Rosemary VanDerZanden 
Mary Anderson  
Community Health Charities 
Bernice Heffernan 
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Our Board of Trustees 
Jeremy Swanlund- President  
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HFO Website
We hope you have had time to visit our 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.  

HFO depends on our donors and 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. 

Emerald Level ($15-50,000) 
Baxter

Platinum Level ($2500-5000) 
The Standard Employee Giving 
Mike Worthy

Gold Level ($1500- 2500) 
Benevity Employee Giving

Donors from $1-100 
We thank and cherish all our donors of 
both in-kind and cash.  No gift is too small 
and we are exceptionally appreciative. 



Have you wondered how HFO functions?  As the year ends it gives us the 

opportunity to look at how we are doing financially.   Below look at the two 

pie charts.  One of the charts lists our sources of revenue and the second chart 

lists are expenses.  We are grateful to all who have helped us keep a financially 

healthy organization.  

Gene Therapy Study Still Succeeding                          Three Years Later

Income and Expenses for HFO                            for 2014

It has now been three years since a group of patients with severe hemophilia B, or factor 

IX (FIX) deficiency, in London received a single dose of gene therapy as part of a new 

clinical trial. Early results of the trial were positive as these patients began to generate 

FIX levels ranging from 1%-6%. Prior to the study, they produced little to none of the 

crucial clotting factor protein.

This seemingly modest boost in FIX “expression” is important. The increase in FIX 

essentially transforms a patient symptomatically, from severe to mild, with the end 

result a significant, even dramatic, reduction in bleeds. Results described in a new article 

indicate that the initial breakthrough results have been sustained during the three years 

since the study began in 2011.

The gene therapy trial employed an adeno-associated virus serotype 8 (AAV8), a small 

virus that does not cause disease and produces mild immune responses, as a vector 

(delivery vehicles) to introduce a functioning FIX gene into the liver cells of subjects with 

severe hemophilia B. The goal of the trial was to trigger viable, long-term FIX protein 

production through a single administration of the therapy.

Overall, 10 subjects with severe hemophilia B participated in the study, six of whom 

received high doses of AAV8 and reached average FIX levels of 5.1%. According to 

investigators, this “resulted in a reduction of more than 90% in both bleeding episodes 

and the use of prophylactic factor IX concentrate.” Also, no toxic effects were reported.

“I think it’s going to have a big impact. The study showed both safety and efficacy, and 

the side effects were minimal,” said Timothy Nichols, MD, who heads the Francis Owen 

Blood Research Laboratory at the University of North Carolina at Chapel Hill. He was 

not involved in the study. “This is a single shot of medicine given to patients who are 

treating themselves two or three times a week,” he told Reuters Health over the phone. 

“Suddenly, they don’t have to take the medicine anymore.”   

Source: Reuters, November 19, 2014

INCOME 

EXPENSES  

A research team led by Portland State University (PSU) biology professor Ken 

Stedman has unlocked the structure of an unusual virus that lives in volcanic 

hot springs. The discovery could pave the way for better drugs to treat Human 

Immunodeficiency Virus (HIV), which can lead to AIDS. 

Steadman’s team gathered the virus samples from a very hot acidic spring in Japan, 

but he finds them all over the world. He said these viruses only infect microbes that 

live in hot springs, but its structure is remarkably like the HIV virus. 

“Understanding the structure of a virus is important for developing drugs,” Stedman 

said. “The HIV virus mutates very fast once it infects the body, which makes it 

challenging to treat. By knowing the structure of the virus, we’ll have a better 

understanding of how to inactivate it.” 

More than 35 million people throughout the world are living with HIV infection. 

AIDS, the final stage of HIV, has killed 36 million people worldwide since the epidemic 

began in 1981, according to the U.S. Centers for Disease Control and Prevention. 

“It used to be thought that HIV was the only kind of virus with this structure. We now 

know this is not the case, so there may be other viruses that we don’t have drugs for 

that have a similar structure,” Stedman said. The Stedman team’s discovery will be 

the cover story of the January 2015 issue of Virology, one of the top two scientific 

journals in the virus field.

Virus Discovery Could Impact                                  HIV DRUG RESEARCH

Source: Medicalxpress.com, November 20, 2014, by Scott Gallagher


