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Congratulations to Sarah Arrieta on her promotion to  

Senior Program Manager 
 

Sarah has been with the Nebraska Chapter for 2 years 

and in that time has done wonders on our programs, 

invested in the Teen Council and brought her exper-

tise and sparkling personality to truly enhance the ex-

periences of families who attend chapter programs at 

events. We are so grateful to have Sarah and her pro-

motion is well deserved.  
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Our Mission: 

The National Hemophilia Foundation—Nebraska 
Chapter is dedicated to finding better treatments 

and cures for inheritable bleeding disorders and to      
preventing the complications of these disorders 

through education, advocacy & research. 

 

Staff 
Executive Director 

Maureen Grace 
 

Senior Program Manager 
Sarah Arrieta 

 
Advisory Board of Directors  

President - Peter Senior 
Vice President– John Ashley 

Secretary - Suellen Colin 
Treasurer– Bob Dick 

Joe Mickeliunas 
Zach Fischer 

 
 
 

 
 
 

The material in this newsletter is        
provided for your general information 
only. The Nebraska Chapter does not 
give medical  advice or engage in the 
practice of medicine.  NHF-NE does 
not recommend particular treatments 
for specific individuals and in all cas-

es   recommends that you consult 
your    physician or local treatment 

center    before pursuing any course 
of treatment. 

 

2023 

Events 

 

 
July 23rd 

Infusion: Bloody Mary Mix Off 
 

August 11-13th 
Family Camp 

Camp Carol Joy Holling 
 

September 15-17th 
Men’s Retreat 

 
October 7th 

Unite for Bleeding Disorders Walk 
 

October 21st  
Harvest Festival 

 
November 4th 

Industry Symposium 
 

December 9 
Winter PING and  
Holiday Gathering 

Lincoln, NE 
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July 8th Chapter Events 
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Rebrand Update 

NHF is celebrating their 75th 

anniversary this year. This sig-

nifies a long history of support-

ing the bleeding disorders com-

munity. However, it’s been 

known for a while that our 

name is no longer inclusive of 

all the inheritable bleeding and 

blood disorders NHF and the 

chapters serve. As a result, af-

ter a lot of community and chapter input, NHF will be announcing their new organizational 

name at this year’s Bleeding Disorders Conference in August. The Nebraska Chapter is part of 

NHF and so our name will be changing as well. This will not change our mission or the serves 

we are providing to our community. Keep your eyes out for more information next month re-

garding the new name, the new logo and what it means for the future of the organization. We 

are excited to be more inclusive in our name and hope you will be thrilled with the new name 

and look as well.  

Getting in the Game 2023 

October 6 – October 8  

Henderson, Nevada  

https://www.csljnc.com/  

Developed by CSL Behring, the Gettin' in the Game Junior National Championship (JNC) was 

the first and currently the only national sports competition designed specifically for the bleed-

ing disorders community.  

Participants will have the opportunity to learn about the importance of physical fitness in man-

aging a bleeding disorder, build relationships with fellow members of the bleeding disorders, 

and participate in baseball, basketball, golf, or swimming activities to learn the fundamentals 

and enhance their skills in that sport.  

• This program is for kids and teens aged 7-18. One parent or guardian will accompany the 

participant. 

• CSL Behring covers all travel costs and meals during the event. 

• There are only 2 spots available. Please contact Maureen at mgrace@hemophilia.org or text 

at 402-499-8025 to be considered. Preference will be given to new attendees.  

https://www.csljnc.com/?fbclid=IwAR1VKAzSM0DNFlHZ5cfbkVmW_dQ635JlIUlN8fb-36ZuA5wZivhnKd1NhCA
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Teen Program Update 

Our teens have been busy this year with programs at multiple events across the 

state and working on a service project. The Teen Council is gaining traction and 

we are thrilled to have more teens involved each year. We asked the teens in our 

Teen Council to pick a career that they would like to learn more about, and they 

chose nursing. As a result, the Teen Council created a service project to benefit 

Children’s Hospital. We continue to accept donations for our care packages for 

HTC staff and children at Children’s Hospital. We are working with the social 

worker, Kylie Meyer, at Children’s Hospital to make this possible. We plan to de-

liver our first care packages soon. To donate to our Teen Council fundraiser, 

please visit: https://www.uniteyourway.org/event/nenhf. All proceeds will go to 

the Teen Council service project. 

 

The Teen Council has also finished their videos for our Ask-A-Nurse program. 

We will plan a Teen Council Viewing Party so that everyone can watch each oth-

er’s videos and see the responses from nurses at the HTC. We’re excited to see 

what the teens will do as we finish up the service project for this year and shift 

to our next project. Keep your eye out for more exciting and education teen 

events and programs.  

 

Please contact Sarah Arrieta at sarrieta@hemophilia.org if you have fundraising 

ideas for the Teen Council. 

https://www.uniteyourway.org/event/nenhf
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Upcoming Events 
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Needs Assessment 
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Adults with Bleeding Disorders Conference 

The Adults with Bleeding Disorders Conference took place on April 22nd & 23rd at 

the Younes Conference Center North in Kearney, Nebraska. There was program-

ming for both adults and teens this year, and families also enjoyed the fabulous 

waterslides at the venue. We discussed community values together and began cre-

ating our Behavior Guidelines for events which is a living document that we will 

continue to build and create. Elliot G. with CSL Behring discussed how to main-

tain an active lifestyle. We were also joined by Mosi Williams and Katherine 

Cabrera from The National Hemophilia Foundation. They discussed aging and 

pain with the adults, and independence and mental health with the teens. The 

teens also brainstormed ideas for upcoming events and enjoyed playing games 

and getting to know more about each other. An educational dinner was held at the 

Coppermill Steakhouse and Lounge brought to us by Mya Anderson from Bayer. 

We had a great time coming together as a community in lovely Western Nebraska.  

NEW- Men’s Retreat 
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Board Update 

Board & Committee Recruitment 

The Nebraska Chapter of NHF is looking to expand our Advisory Board of Directors. We are 

currently recruiting both affected and unaffected board members. We specifically are looking 

for members with diverse backgrounds including those who reside in rural areas, Spanish 

speaking or bilingual, individuals comfortable in the rare disease space, those with financial or 

accounting backgrounds, community connections or a knack for fundraising. This list is not ex-

haustive. If you know someone who would be a good fit for our Board and Chapter, please 

reach out to Maureen at mgrace@hemophilia.org.  

 

Additionally, there’s always room on committees for non board members at all. If you want to 

get involved and help with Advocacy, Programs and Education, Fundraising and Events or 

more. We will be hosting monthly virtual committee meetings for the following programs and 

events:  

 Family Education Weekend 

 Family Camp 

 Infusion: Bloody Mary Mix Off 

 Unite for Bleeding Disorders Walk 

 Please join us for these virtual meetings to help us make these programs and events even 

more dynamic. Keep an eye out on your email and social media for the dates for these meet-

ings. If you would like a reminder– please reach out to Sarah at sarrieta@hemophilia.org  

Thank you to our Industry 

Sponsors who support our 

programming, advocacy 

and outreach efforts 

throughout Nebraska for all 

bleeding disorders.  
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Women’s Retreat 

The Spring Women’s Retreat was held on May 13th, 2023, at the Hilton Garden 

Inn in Omaha, Nebraska. Ladies came together at this event to set goals and get 

creative by making vision boards. We discussed the different types of goals, and 

how to plan and take steps to get closer to those goals. Martina Willis-

McCullough with Octapharma discussed the impact of VWD and Hemophilia on 

women. Lisa Cardarelli from Takeda discussed resilience and how that plays a 

part in almost everything we do, especially when faced with a bleeding disorder. 

We also enjoyed yoga brought to us by Rosa Ruiz Kennedy and Brother’s 

Healthcare which allowed us time to center ourselves, focus on the moment at 

hand and connect with our inner selves and find a few moments of peace in the 

chaos. Then, the women all enjoyed their choice of manicures and pedicures at 

Aksarben Nails. The ladies of the NENHF community know how to have a good 

time. Thank you to our sponsors, Takeda, Octapharma, InfucareRX, Bayer, Novo 

Nordisk, and Brother’s Healthcare. 

FAB (Females and Bleeding) Conference 

NENHF will co-host a Women’s Retreat with Mid-

west Hemophilia Association, Gateway Hemophilia 

Association, and Hemophilia of Iowa, for women 18 

and older with a bleeding disorder, carriers, spouses 

of a person with a bleeding disorder, and parents of a 

person with a bleeding disorder . Parents must live 

in the same household. Attendees must be a member 

and live in one of the 4 chapter’s service areas.  

The retreat will be held October 13-15, 2023 

at Margaritaville Lake Resort, 494 Tan Tar A Dr., 

Osage Beach, MO 65065. The focus of the conference 

will be education, personal growth, and networking. 

Sessions will focus on bleeding disorders, treatment 

options and relaxation! 

There is a non-refundable $20 registration fee, which 

includes your room, meals during the conference, 

and conference materials. The deadline for regis-

tration and payment is September 9! 

Register at www.nebraskanf.org 

https://www.margaritavilleresortlakeoftheozarks.com/
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Family Education Weekend 

Family Education Weekend was filled with fun, family, and community on June 24th & 25th at 

the Lincoln Marriott Cornhusker Hotel in Lincoln, Nebraska. The community came together to 

create the Behavior Guidelines for Events, discuss teen programs and fundraising, and share 

their experiences with Hemophilia with each other. Community members were had an active 

role in planning the event by serving on the Program & Events Committee, and community 

members led breakout sessions this year. Educational sessions were brought to us from Herit-

age Biologics, Novo Nordisk, Sanofi, Takeda, Octapharma, Spark, and Genentech. We dis-

cussed health insurance and bullying with our teens, and later the teens went rock wall climb-

ing. Teen Council members, Elizabeth and Nicolas Quiroz engaged in some Q & A about the 

work they’ve put into the program. Community members infused themselves and others at the 

Infusion Clinic. Families also enjoyed a murder mystery game and a trip to the Lincoln Chil-

dren’s Zoo. There’s never a dull moment at Family Education Weekend. 
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FAB: Females and Bleeding Conference 
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FAB: Females and Bleeding Conference 
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What Women with Bleeding Disorders Need to Know 
About Joint Problems 

Author: Kathryn Anne Stewart  

Kolbie Clarke, 17, has mild hemophilia A and low von Willebrand factor, and when she started 

having joint issues playing soccer five years ago, she wasn’t surprised. Her father and uncle 

have severe hemophilia, and Kolbie saw them deal with repeated knee and ankle bleeds. 

Until recently, the medical community wouldn’t have expected joint issues like Kolbie’s. Now, 

that is changing. 

A leading researcher in this area is Robert Sidonio Jr., MD, director of hemostasis and throm-

bosis clinical operations at the Aflac Cancer and Blood Disorders Center of Children’s 

Healthcare of Atlanta. Sidonio attended patient advocacy group meetings where carriers 

shared stories of joint bleeding. “It really hadn’t been known that the carriers would be at any 

significant risk for joint bleeds,” he says. 

Since then, his research has uncovered evidence that indicates prior joint bleeding in hemophil-

ia carriers, particularly those with levels less than 60%. 

For women with bleeding disorders, seeking care from a hemophilia treatment center (HTC) is 

the first step to progress. 

Data collected by HTCs populates the registries of groups such as the Centers for Disease Con-

trol and Prevention and the American Thrombosis and Hemostasis Network. “If you don’t be-

come an active part of those datasets, then it’s really hard for us to do any research,” Sidonio 

notes. 

He urges all carriers, even those without a confirmed bleeding disorder diagnosis, to consider 

being evaluated at an HTC. It’s possible that many carriers have mild hemophilia based on 

their clotting factor levels. 

How to Recognize Joint Issues 
Joint bleeds are most likely in the knees and ankles in males and females with hemophilia, Si-

donio says, and sometimes in the elbows. “It typically starts off as a tingling, pins-and-needles 

sensation,” he explains. “Then it progresses to warmth.” 

The joint may also look different, as swelling obscures typical contours of bones. Often the 

range of motion will decrease, and there will be pain. 

To help tell the difference between a strain or sprain and a joint bleed, Sidonio encourages peo-

ple to take pictures and talk about joint issues with their physicians, who may suggest an X-

ray or a point-of-care musculoskeletal ultrasound. These tests can reveal a lot, especially if 

done within 12 to 24 hours of the injury, he says. 
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Joint Problems Continued... 

What You Can Do 
Sidonio recommends you document joint issues with a bleeding diary to record details such as 

the date, the duration and what makes it feel better. You can keep track on paper, download a 

bleeding app or use your phone’s notes feature, as Kolbie Clarke does. 

If you have lingering joint injuries, your HTC can help. Most have a dedicated physical thera-

pist, and some have an orthopedic surgeon who visits throughout the year. You can also request 

that your joint range of motion be followed. 

Information like this helps the medical community further its knowledge of women and joint 

issues. Sidonio says, “That’s what really makes a difference.” 

Women with bleeding disorders are also encouraged to join the National Hemophilia Founda-

tion’s registry, Community Voices in Research (CVR). CVR connects the experiences of people 

with bleeding disorders to researchers investigating improving treatments and care. 

http://hemophilia.org/cvr
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HOW NENHF CAN HELP IN 2022 and beyond! 

The Financial Assistance program is part of NENHF’s continuing effort to improve the  

quality of life of individuals and families affected by bleeding disorders by providing finan-

cial support. Families can request up to $500 per year of support.  

Example eligible expenses include, but are not limited to, the following:  

Expenses incurred in the care, treatment, or prevention of a bleeding disorder 

Transportation services to medical appointments and HTCs 

Medical supplies not covered by insurance 

Basic living expense emergencies (rent, mortgage, utilities, food, etc.) 

Unexpected home or car repairs 

Medic Alert Bracelets 

Dental expenses 

Health insurance premiums 

Find more information and apply at: https://www.nebraskanhf.org/support-

resources/financial-assistance-program.html  

FINANCIAL AID 
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