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Thank you for a wonderful 2022 full of  

wonderful programs, events, new families and 

connection. It was so great to have an entire 

calendar year of in person events where we 

were able to bring back long lost families and 

welcome newly diagnosed families as well.  

Sarah has worked hard to revamp our  

programming and grow our teen program,  

including a new teen council. We’ve seen 

growth in our VWD programming, adult men’s 

events and engaging with the sickle cell  

community. 

 

We hope to see 2023 bring even more growth, 

connection and renewed engagement. We hope 

with your help and your community power we 

can continue to serve the Nebraska Bleeding 

Disorders community even more for years to 

come. We may not know what the future holds 

but we plan to do it together. Sarah, the board 

and myself wish you a happy and healthy new 

year and we cannot wait to see you in 2023.  

 

Thank you for allowing us to serve you. 
Maureen Grace, Executive Director.  
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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 
 

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 

 
 

 
Please see the next page for our 

2023 calendar overview.  
 
 

Other events that will take place 
in 2023 but are not on the         

calendar: 
 
 

Teen Programming 
VWD Education 
Industry Dinners 
Outreach events 

Spanish Education 
 
 

Please follow our Facebook or 
Check the website to be up date 
on all upcoming programs and 

events for 2023. 
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Covid– Safety Guidelines Update 
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Advocacy Update 

The advocacy committee of the board, headed up by Dale Gibbs, has started a venture 

to bring together other health related organizations together to combine our advocacy 

efforts as many issues affect more than just our organization. Along with the help of 

CHAD, we brought several organizations together to start our conversations around an 

access to care health coalition.  

 

The meeting was held in mid-December attended by representatives from CHAD;  

Nebraska Chapter Alzheimer’s Association,; ALS Association, Nebraska Office; Team 

Jack Foundation; Autism Action Partnership; Brain Injury Alliance of Nebraska; the 

Leukemia and Lymphoma Society and the Nebraska Chapter of the National  

Hemophilia Foundation.   

 

During introductions, attendees discussed their current advocacy efforts on a state and  

local level.  Many belonged to national organizations that followed federal legislation  

closely but not so much state legislation.  A few organizations relied on help for state  

advocacy from other organizations who were following a variety of legislative topics but 

everyone felt that they could do a better job on the state level and were open to explore  

opportunities for doing so. 

 

We went into a bit of sidebar discussion on what “lobbying” meant as 501c3  

organizations and decided that it would be a good idea if we could have some education 

on the current laws governing what we could do.  There will be a couple of avenues to 

explore on who might do this for us and we will decide later on who we want to provide 

the training.  We want to make the training available to not only the agency staff and 

board members but also the communities we serve since they are the most powerful 

voices for advocacy efforts. 

 

Finally, we agreed that we would each monitor upcoming state legislation and share 

what we were following, why it was important to our communities and perhaps form a  

collaborative approach.  We felt that the more information we shared with each other, 

the more likely we would not miss legislation that might affect us.   

 

NENHF will be helping to form and lead this advocacy coalition to better serve those 

with rare diseases here in Nebraska and form alliances with other organizations who 

face the same advocacy issues that we are. 

 

We believe this will be a wonderful coalition with a focused centered on Access to Care.  
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Research Update Continued... 
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FAB Conference 2022 

The second annual Females and Bleeding (FAB Conference) took place at Margaritaville in 

Lake of the Ozarks October 14th-16th bringing together over 60 women from four chapters, 

Nebraska NHF, Hemophilia of Iowa, Gateway Hemophilia Association and Midwest  

Hemophilia Association. This event was sponsored by Octapharma. Topics included  

Treatment Strategies for Heavy Menstrual Bleeding, Mental Health and Positive Outcomes, 

Anatomy of the Nose and breakouts on Bone Mineralization, Mental health round tables and 

vWD shared decision making. Saturday afternoon we hosted a period party where we brought 

together feminine hygiene products and other supplies for people who menstruate that were 

donated to the Micah House in Council Bluffs, Iowa. We enjoyed a fun pizza party on  

Saturday night and finished out Sunday morning with a yoga session.  

 

We thank everyone who took the time to drive to our beautiful venue in Lake of the Ozarks 

and look forward to coming together again in 2023.  
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Needs Assessment 
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Family Education Weekend 2022 

It was a day that was all about the ladies, and was filled with connection, craft-

ing, and goodies at the Nebraska Women’s Retreat. This event took place on De-

cember 17th, 2022, and was the first event held at the new NENHF suite. We’re 

located in the same building but have upgraded to a new space that will allow 

us to do more in person programs and small group events. We talked about self-

care and mindfulness, enjoyed a delicious lunch from Green Belly, and enjoyed 

some relaxing chair massages. We loved to catch up with our friends in our new 

office space, and we’re looking forward to hosting more events here in 2023. 

Thank you to Sanofi, CSL Behring, Superior Biologics and Octapharma for their 

support of this event.  
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Board Update 

Peter Senior Board Chair– Thank you! 
We would love to thank our outgoing board chair, Peter Senior, for six years of service on the 

Nebraska NHF board. Peter has served as the Board President for the last three years. His 

leadership has brought a strategic plan for the next several years of the organization, helping 

to create and grow an adult men’s program, hosted a golf fundraiser the Re:Pete Golf Tourna-

ment benefitting the chapter, raised thousands of dollars through our Unite for Bleeding Disor-

ders Walk and been a great voice and advocate for the bleeding disorders community in Ne-

braska. We want to thank Peter for his unwavering support, his time and his commitment to 

the chapter. You will be missed on our Board.  

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. Please reach out.  
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FAB: Females and Bleeding Conference 



2022—Issue 4 
 



Page 12 BIG RED FACTOR 

Harvest Festival 2022 

We loved seeing some new faces and some familiar faces at the Harvest Festi-

val this year. This event took place at the Roca Berry Farm in Roca, Nebraska 

on October 22nd, 2022. We enjoyed some tasty treats together, and families 

were free to explore the many attractions. The weather was perfect and it was 

a great time to get into the fall spirit. Thanks to all who joined us and to our 

sponsors who helped make this event an annual family favorite! Shout out to 

Bayer, Superior Biologics, Novo Nordisk for supporting this wonderful family 

centered fall fun day. We can’t wait to see you back next year!  
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December PING! And Holiday Party 

The December PING! (Parent Information Networking Group) and Holiday Party was held at 

the Lincoln Children’s Museum on December 10th. This event was for families with children 

under the age of 14 affected by bleeding disorders. We had a delicious taco bar and education 

was provided by CSL Behring. We had so much fun visiting with Santa, doing crafts, and ex-

ploring the exhibits at the Lincoln Children’s Museum. This event is a great way for kids and 

parents alike to connect, have fun and build community while learning how to best manage 

the health and wellness of our bleeding disorders families.  

Thank you to our sponsors CSL Behring, Superior Biologics, Soleo 

Health, CVS Health and to the Colburn Keenan Foundation.  
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NENHF December Women’s Retreat 

It was a day that was all about the ladies, and was filled with connection, crafting, and good-

ies at the Nebraska Women’s Retreat. This event took place on December 17th, 2022, and was 

the first event held at the new NENHF suite. We’re located in the same building but have up-

graded to a new space. We talked about self-care and mindfulness, enjoyed a delicious lunch 

from Green Belly, and enjoyed some relaxing chair massages. We loved to catch up with our 

friends in our new office space, and we’re looking forward to hosting more events here in 

2023.  
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Teen Programming 

NENHF Teen Council  

 The NENHF Teen Council was launched in 2022. The Teen Council is a 

program for children ages 12-19 that are affected by a blood disorder and their 

siblings. This program will provide opportunities for learning leadership and life 

skills, as well as professional development opportunities. We will be accepting 

applications to join the Teen Council soon, so please keep an eye out for that 

coming soon in 2023. 

 The Teen Council has also been working on a service program in partner-

ship with Children’s Hospital. We are creating care packages for children staying 

at the hospital, as well as thank you gifts for HTC workers. If you are interested 

in donating or contributing to this project, please contact Sarah Arrieta at sar-

rieta@hemophilia.org or (402) 889-0572 for more information.  

 

2023 YETI Conference  

 The Nebraska Chapter is excited to provide the opportunity for one teen to 

join one staff member and one HTC representative to attend the 2023 YETI Con-

ference in Oregon this February. This year, Nicolas Quiroz was selected to join 

Sarah Arrieta and Kylie Underwood to attend the conference at Camp Collins. 

Yeti is an experiential weekend, and the teen programs address topics that in-

volve successfully transitioning to young adulthood and community building. By 

accepting this opportunity, Nicolas has agreed to step up as an active leader in 

the NENHF Teen Council and teen programming. Congrats to Nicolas Quiroz for 

accepting this opportunity!  

 

National Youth Leadership Institute (NYLI) 

 NHF is currently accepting applications for NYLI and we would love to 

have some representation from the Nebraska Chapter. If you know someone who 

would benefit from the program, please send them the flyer. More information 

about NYLI can be found here: : https://www.hemophilia.org/educational-

programs/training/youth-leadership-nyli/join-the-nyli  

https://nam11.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.hemophilia.org%2Feducational-programs%2Ftraining%2Fyouth-leadership-nyli%2Fjoin-the-nyli&data=05%7C01%7Cmgrace%40hemophilia.org%7C3f869a783e974758daf108dadc9eb316%7C46ba169629fd4e71b6b57ef2
https://nam11.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.hemophilia.org%2Feducational-programs%2Ftraining%2Fyouth-leadership-nyli%2Fjoin-the-nyli&data=05%7C01%7Cmgrace%40hemophilia.org%7C3f869a783e974758daf108dadc9eb316%7C46ba169629fd4e71b6b57ef2
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Common Questions About von Willebrand Disease 

By: Michael Hickey– Posted in Hemaware 2022 

von Willebrand disease is the most prevalent, yet lesser 

known, bleeding disorder. Here’s what you need to know 

about VWD.  

 

What Is von Willebrand Disease? 
Named after Finnish physician Erik von Willebrand, VWD is an inheritable bleeding disorder 

that, like hemophilia, is a result of missing or low levels of certain factor proteins that are 

needed to make a person’s blood clot properly. People with VWD are either missing or low in 

the clotting protein known as von Willebrand factor (VWF) — or the VWF doesn’t work as it 

should.  

VWF is supposed to bind to factor VIII, another clotting protein, and platelets in blood vessel 

walls. This process helps form a platelet plug during the clotting process. People with VWD are 

not able to form this platelet plug, or it will take longer to form. 

There are three main types of VWD:  

• Type 1: The most common and mild of the three, affecting 60% to 80% of people with VWD. 

Type 1 results in low levels of VWF and either mild or no symptoms. 

• Type 2: Effects 15% to 30% of people with VWD. In this case, levels of the VWF protein are 

normal, but it doesn’t operate as it should. This could happen for a few different reasons, such 

as VWF not being the right size, VWF attaching to platelets at the wrong time, or VWF attach-

ing to platelets but not factor VIII. 

• Type 3: Found in 5% to 10% of people with VWD, the third type is the most severe. People 

with type 3 have little or no VWF and usually suffer from severe bleeds. 

There is a fourth type, known as acquired VWD, that isn’t hereditary. This type 

found in adults comes after a diagnosis of an autoimmune disease — such as lupus — 

or from heart disease, some types of cancer, or certain medications. 

 

What Are the Differences Between VWD and Hemophilia? 
Hemophilia and VWD are both passed on genetically from parent to child, though VWD is 

much more common and usually milder than hemophilia. Another difference: Men and women 

have an equal chance of getting VWD, whereas hemophilia is much rarer in women than in 

men. 

And compared with hemophilia, people with VWD are less likely to bleed into their 

joints. VWD most often causes easy bruising and nosebleeds, and women with VWD 

can experience very heavy menstrual periods. 

https://www.hemophilia.org/bleeding-disorders-a-z/types/von-willebrand-disease
https://my.clevelandclinic.org/health/diseases/17709-von-willebrand-disease
https://glhf.org/resources/facts-about-bleeding-disorders/types-of-bleeding-disorders/
https://glhf.org/resources/facts-about-bleeding-disorders/types-of-bleeding-disorders/
https://www.hog.org/handbook/section/1/von-willebrand-disease
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Common Questions About von Willebrand Disease 

What Are the Symptoms of von Willebrand Disease? 

Von Willebrand disease shares many of the same symptoms as hemophilia. Symptoms of VWD 

include: 

• Frequent nosebleeds that last longer than 10 minutes 

• Bleeding from cuts or injuries that lasts longer than 10 minutes 

• Bruising easily, with bruises that are raised and larger than a quarter 

• Heavy bleeding after any surgery 

• For women, girls, and those who menstruate: Heavy periods, also called heavy menstrual 

bleeding, (having to change one pad or tampon every hour) or periods that last longer than sev-

en days; and heavy bleeding after childbirth or miscarriage 

VWD is diagnosed through a combination of blood tests including a VWF antigen test — which 

measures the amount of VWF in the blood — tests that measure clotting time and ability to 

form a clot, and tests measuring platelet function.  

If VWD is discovered, an additional test is given to determine the type. The recommended facil-

ities for diagnosis and treatment are any federally funded hemophilia treatment centers. 

 

What Are the Treatments for VWD? 

VWD is treated in several ways depending on the diagnosis and severity, and some bleeds are 

mild enough not to require treatment at all. The most common treatment is desmopressin ace-

tate (DDAVP), a drug that stimulates the release of VWF from cells and increases the level of 

factor VIII, but was recently recalled from one manufacturer. As with hemophilia, more severe 

forms of VWD are treated with factor replacement therapy.  

Birth control pills can be taken to reduce menstrual bleeding and increase the levels of VWF 

and factor VIII in the blood. Antifibrinolytics, medications that keep blood clots from breaking 

down, are another treatment option. 

Nebraska NHF will be focusing on VWD outreach and education in 

a continued effort in 2023. This will include provider education, 

outreach and engagement of the greater VWD community across 

the entire State of Nebraska. We hope to ensure better knowledge 

and understanding of the VWD Guidelines for diagnosis and treat-

ment for all those with inheritable bleeding disorders, especially 

those underserved with VWD. 

https://hemaware.org/community-pulse/von-willebrand-disease-global-concern
https://www.hemophilia.org/bleeding-disorders-a-z/treatment/current-treatments#VWD
https://hemaware.org/bleeding-disorders-z/ddavp-von-willebrand-disease
https://hemaware.org/bleeding-disorders-z/ddavp-von-willebrand-disease
https://hemaware.org/mind-body/alternatives-desmopressin-nasal-spray
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Thank you to our Industry 

Sponsors who support our 

programming, advocacy 

and outreach efforts 

throughout Nebraska for all 

bleeding disorders.  
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Rural Outreach and VWD 
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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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