
Hemophilia Headlines

The Hemophilia Foundation of Oregon  
 

office: 10940 SW Barnes Rd. #129, Portland, OR 97225

phone: 503-297-7207 

fax: 503-297-0127  

email: marita@hemophiliaoregon.org 

web: www.hemophiliaoregon.org

SEPTEMBER 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
SEPTEMBER:  

Sept 7, 2014, Eugene Support Group/Valley Inn, Eugene 

Sept 11, 2014, Portland Support Group/Family Fun Center, Wilsonville 

Sept 13, 2014, HFO Annual Meeting/Oregon Zoo Conference Center 

Sept 18-20, 2014, NHF Annual Meeting/Washington DC

OCTOBER:  

October 24, 2014, Southern Oregon Support Group/Location-Time TBA 

October 26, 2014, Shooting for the Stars/Fundraising Auction

NOVEMBER:  

November 9, 2014, Eugene Support Group/Valley Inn, Eugene 

November 13, 2014, Portland Support Group/Family Fun Center, Wilsonville 

November 14, 2014, HFO Women’s Conf./Heathman Lodge, Vanvcouver, WA 

November 21, 2014, Southern Oregon Support Group/Location-Time TBA
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THE BLOODY RUN /OREGON HEMOPHILIA WALK!  June 28th - What a 

wonderful day!! This year’s Hemophilia Walk, which was combined with the first 

ever Bloody Run, was a great day out for everyone who was able to participate.  

The Walk/Run were held at a new venue – the lush green grounds of the Howard 

M. Terpenning Recreation Complex in Beaverton.  Runners and Walkers were able 

to explore the tree-lined paths of the complex as they wound their way around 

their respective courses.  And best of all, the weather (always an uncertain factor in 

our fair state) was gorgeous!

 The morning kicked off with the Bloody Run, a new event that HFO hopes to 

expand in the years to come.  This 5 mile run drew a diverse crowd who enjoyed 

themselves in the cool morning air.  Some runners came to race, while others 

came to challenge themselves and enjoy a good stretch of the legs.  The crowd 

was especially impressed by Esther McAlpin, an elderly runner who completed the 

course in spite of (or because of?) her advanced years!  Here are the results of the 

Run:   for the Men’s category, Michael Stearns of Springfield came in first, with 

a speedy time of 30:30, followed by Mario DeSimone of Beaverton and Michael 

Dalimata of Vancouver; in the Women’s Category, Kristina Haley of Portland came 

in first with a winning time of 34:51, followed by Janette Seifert of Vancouver and 

Stephanie Johnson of Camas. Congratulations to all who ran and finished the race!! 

As soon as the run was over, volunteers worked feverishly to transition from the 

Run and set up for the annual Hemophilia Walk.  A special Thank-You to Pride 

of Portland who not only opened the Walk with their stunning rendition of the 

National Anthem, but volunteered in great numbers (they were indispensable!), as 

well as Kohl’s and all the Board Members, friends and family who worked so hard 

to make the Walk a success.  Volunteers manned the tables and helped the teams 

complete their registration and get their T-shirts and goody bags, get refreshments 

and food, as well as staffing the Kid Zone, where the kids were able to play fun 

games, get tattoos and even have their faces painted by a very talented Face-

painter!  Everyone was entertained by the White Rhino Marimba Band, who kept 

the mood fun (and the crowd dancing) with their wild and entertaining music!  

They are always one of the hits of the day!

The Blood Drop even showed up and wandered 

through the crowds, greeting the teams and dancing 

to the music of the White Rhino Marimba Band as 

walkers queued up to start the Walk.  There were 

industry representatives on hand to support the teams 

and talk about their latest works, and walkers bought 

tickets for the many fun raffle baskets that were on 

offer. The big prize was a Disney trip for 4 that was 

donated by Disneyland. 

23 teams (with some very creative names!) participated in the Walk.  We’d like 

to give a big Thank-you to the following teams who worked so hard: Biogen 

Idec Walkers (Team captain Marilyn August), Bleeder of the Pack (Kevin Finkle), 

Blood Warriors (Teresa Guerrero), Bloodline (Kim Rocha), Camden’s Crusaders 

(Charlotte Montague), Choral Clotters (Marita Postma), Clots ‘R’ Us (Aaron 

Walk/Run for Life! 

Camp Tapawingo!
HFO once again had a wonderful camp program.  We played more than 80 new 

games with our theme of “Around the World in 80 games”.    All 74 campers 

and staff were involved in the “final game” and earnings points along the way.   

The final prize for one lucky cabin was a “VIP lounge” at the Friday night dance.  

There was Bingo in a black out, underwater checkers, water battleship,  and a 

variety of other games.   Our campers were involved in designing “new games” 

and looking for the elusive Waldos that were hidden around camp.  We were 

very proud of our 9 new “big sticks” and the many “stick to it” awards.   HFO is 

so very grateful to our parent community that entrusted us with your children.  

We also want to send out a great big THANK YOU to our volunteer staff whose 

time, talent, and commitment to our campers is “unparalleled”.    Thank you all 

for another great camp!     Tigger  (Marita Postma) 

Patnode), Domo Arigato Mr. 

Phleboto (Dacia Phipps), Eli’s 

Allies (Amy Willingham), Factor 

Force 5 (Michelle Fernandez), 

Hemocrats (Debora Sanderson), 

King Henry’s Court (Heather 

Iverson), Know Your Role and 

Walk (Stewart Worthington), 

Scott to Clot (Dawn Johnson), 

Southern Oregon Bleeders (Jan 

Sanders), Stumptown Bruisers 

(Lucrecia Choto), Team Big 

Dog (Kristine Pearl), Team 

Lyezack (Patches Hidalgo), The Clot Thickens (Nika Ecker), The Time Lords 

(Benjamin Crawford), Vaqueros de Sangrado (Rose Merten), vonWilleWalkers 

(Olivia DeSimone), and VWD Vanishing Veins (Madonna McGuire Smith)!  

Altogether, the teams managed to raise almost $40,000 toward research and 

treatment of bleeding disorders.  For fundraising, the overall winning team 

was Clots ‘R’ Us – excellent job!!! The prize for Top Youth Fundraiser went to 

Lewis Patnode of team Clots ‘R’ Us, and the Top Adult Fundraiser was Mike 

Smith from team VWD Vanishing Veins!  

Another big thank you goes out to our sponsors, who contributed of their 

time, money and resources to ensure that the Walk went off well:  National 

Sponsors – Baxter, Bayer Healthcare, Grifols, Pfizer, Biogen Idec, and 

Walgreens; Local Sponsors – AHF, Biogen Idec, Burgerville in Albany, Care 

for Life, Columbia Gorge Organics, Creative Minds Learning Center, CSL 

Behring, CVS/Caremark, Disneyland, Gerald Smith, Hemophilia Center at 

OHSU, Kedrion Biopharma, Kohl’s in Beaverton, Lewis Patnode, Marianne 

Campbell, Mike and Madonna Smith, Novo Nordisk, Octapharma, Papa 

Murphy’s Pizza, Portland Party Works, RoadID, Starbucks, Ted and Paula 

Heitzler, Team Big Dog (Big Dog, Yoda, Yeti, Garma, and Bob), Walgreens, 

Walmart Store #2552, and the White Rhino Marimba Band!!

All in all, it was a great day, full of fun and fellowship!  We’d also like to give 

a special thank you to all the people who participated, and volunteered, and 

donated of their time, efforts and money to make this day the success it was.  

Thank you, and we look forward to seeing you next year!
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Bayer Virtual Walk: 
  

Still looking for ways to help out?  This year HFO has another opportunity to 

participate in the Bayer Virtual Walk! Bayer Healthcare Pharmaceuticals has 

pledged to donate money for each of the top three chapters with the greatest 

number of virtual walkers.  All you need to do is go online to the website www.

walkforhemophilia.com and register your name and email (you can even create 

a fun avatar to show your support).  Bayer will send you an email to verify your 

address and intent to register.  The important thing to remember is that in order 

to be properly registered, you must confirm your email.  Support HFO and 

support bleeding disorders research!!

After successfully navigating your 

choices among health plans and 

picking a plan that best suits you 

and your family’s needs, some 

consumers may be faced with 

other issues that have the potential 

to compromise timely access 

to treatment or could increase 

out-of-pocket costs. These issues 

include: finding the right primary 

care physician (PCP), determining 

if your provider at the hemophilia 

treatment center (HTC) is in-network and if the specialty pharmacy provider has 

worked with your current insurer. Understanding what to do and who to contact 

in these situations is unfortunately not always clear.

To determine the source of the problem, you must first ask the right question 

to the right person. For example, if your PCP has questions regarding your 

treatment regimen, speak with your HTC about who would be best to facilitate 

this type of interaction. It’s likely that this situation is an education issue, and that 

it is more about ensuring that all members of your treatment team, including 

your PCP, are educated about your bleeding disorder and any other health issues 

you are having. Remember that changing health insurers sometimes involves 

changing your PCP. This may involve a certain amount of trial and error before 

finding the perfect fit. But once all the providers are on the same page, they can 

advocate on your behalf when you have other questions or concerns.

If you get a claim from your insurer stating that your recent HTC visit was not 

covered, here’s what you should do. First, we suggest calling your insurer to help 

figure out whether this is a simple billing error or something else, like a change 

in your plan’s network. This and all subsequent calls and communications should 

be documented, including the date and time of call as well as who you spoke 

to, should any further action from the plan or provider be needed. If you have 

any questions or there is something that is not being adequately addressed or 

is still confusing, ask to speak with someone else and document that interaction 

in the same way. Further, treat each conversation as an opportunity to educate 

someone who is not familiar with bleeding disorders.

Documenting each interaction, including what was discussed, what progress was 

made and the proposed next step, is important for your own protection. This 

information, as well as any explanation of benefits (EOB), claims and/or denials, 

will assist in the process, should filing an appeal and/or grievance be required. 

NHF believes that asking the right questions, educating health plan insurers and 

providers may take some time but will only get easier as your relationship with 

your insurer and/or healthcare provider grows.

Go to www.hemophilia.org for more information and fact sheets.

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.  

The Annual Meeting
Remember that the Annual HFO Meeting is on Saturday, 

September 13th!  This year’s meeting will be held at the Oregon 

Zoo, Portland Children’s Museum and this year there will be a special teen 

meeting held at the World Forestry Center.  Announcements have already gone 

out, so be sure to get your family signed up for this fun and instructive event 

(not to mention a chance to check out the Zoo!!)  As usual, there will be daycare 

available for the children, and after the educational program families will be free 

to enjoy all the delights the Zoo has to offer! Make sure to get your forms in ASAP 

and get ready to enjoy your day! To register or inquire about the event email: 

info@hemophiliaoregon.org    

Eating to Stay HealthyPublic Policy Report                       New Plan, New Questions

The school year is upon us, and with it the hectic schedules 

that most families have shuttling children from one activity to 

another.   The stress of dealing with this kind of lifestyle often leads 

families to opt for fast food rather than healthier home-cooked meals in order to get 

dinner on the table.  The problem with this is that indulging in fast food often leads 

people to consume more in quantity and calories than is good for them, which can 

lead to obesity.  For those with bleeding disorders obesity can lead to other health 

problems such as osteoarthritis (according to the website www.hemaware.org: 

“Obesity causes and complicates osteoarthritis by increasing the mechanical stress on 

the cartilage within the joint; next to aging, obesity is the most powerful risk factor 

for osteoarthritis of the knees.”)  This is significant because children with bleeding 

disorders are almost twice as likely to become obese as the general population.  

What can you do to help prevent obesity (or deal with it)?  Diet and exercise are 

the easy answers.  Making healthy eating choices (such as choosing lean, grilled 

meats over deep-fried fattier options, and forgoing heavy sauces in favor of lighter 

seasonings) and portion control are essential to good health.  Choosing healthy 

snacks and meals, increasing consumption of water, fruits and vegetables will all 

help get your diet on the right track. Many people who make these changes report 

almost immediate improvement in their overall health and well-being. This is not 

to say that one can’t occasionally indulge in a treat, as long as those treats are the 

exception and not the rule.  Add in a good low-impact exercise program such as 

swimming, bicycling, dance or some other aerobic activity, and you are headed 

in the right direction to get to and maintain a healthy weight.  Thirty minutes of 

exercise every day is recommended to maintain a healthy weight, sixty minutes a 

day to lose weight.  Start small, making changes you can easily follow and build onto 

those changes gradually.  Soon you will be making a positive difference in your life, 

and those of your family!


