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   As we bid farewell to 2023, a year that has been filled with both chal-
lenges and triumphs, I am compelled to express my heartfelt gratitude 
to each and every one of you who has contributed to the strength and 
resilience of our community. Your unwavering support has been the 
driving force behind our shared journey, and I am humbled by the unity 
and determination that define our chapter. 

 

Throughout the past year, we have faced obstacles head-on, navigated 
uncharted territories, and witnessed the incredible spirit that unites us 
all. It is in these moments of adversity that our community truly shines, 
proving that together, we can overcome any hurdle. From fundraising 
initiatives to awareness campaigns, your dedication has propelled our 
mission forward, bringing hope and support to those affected by bleed-
ing disorders. 

 

Looking ahead to 2024, I am filled with anticipation for the opportuni-
ties and growth that await us. As we embark on a new chapter, let us 
carry the lessons learned from the past into the future. Together, we 
will continue to raise awareness, provide vital support, and foster a 
sense of belonging within our community. 

 

I am excited about the projects and initiatives we have planned for the 
coming year, each designed to strengthen our bonds and amplify our 
impact. Your involvement, whether through volunteering, fundraising, 
or spreading awareness, is the driving force behind our success. Let us 
celebrate the victories, both big and small, and support one another 
through the challenges that may arise. 

 

Wishing you all a joyous holiday season and a new year filled with end-
less possibilities.  

Maureen Grace, Executive Director 
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Our Mission: 

The National Bleeding Disorders Foundation—
Nebraska Chapter is dedicated to finding cures for 

inheritable blood disorders and addressing and 
preventing the complications of these disorders 
through research, education and advocacy ena-

bling people and families to thrive.  

 

Staff 
Executive Director 

Maureen Grace 
 

Senior Program Manager 
Sarah Arrieta 

 
Advisory Board of Directors  

President - Joe Mickeliunas 
Vice President– John Ashley 

Secretary - Suellen Colin 
Treasurer– Bob Dick 

Zach Fischer 
Dale Gibbs 

 
 
 

 
 
 

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.  NBDF-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. 

 

 

 

2024 

Upcoming Events 

 
February 10th-11th 
 Couple’s Retreat 

 
March 18th and 19th 

Nebraska Advocacy Day 
 

March 6-8th 
Washington Days 

 
Please keep up to date with up-
coming events on our website 

and our Facebook page. 
 

If you want to receive text notifi-
cations for events and updates, 

please text HEMO to   
402-356-5440 



Page 3 BIG RED FACTOR 

REBRAND UPDATE 
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Resume and Public Speaking Workshop 

On November 6, 2023, our office buzzed with enthu-

siasm as we hosted a dynamic professional develop-

ment event, offering both in-person and virtual at-

tendance options for individuals beyond our locale. 

Geared towards ages 12 and up, participants en-

gaged in insightful discussions covering key topics 

such as resume creation, public speaking, mentor-

ship program initiation, scholarship opportunities, 

and guidance on applying to the prestigious Nation-

al Youth Leadership Institute (NYLI). 

For those seeking personalized assistance in craft-

ing impactful resumes, we encourage you to connect 

with Sarah Arrieta at sarrieta@hemophilia.org or 

(402)889-0572. Our commitment to nurturing talent 

and fostering growth remains unwavering, and we 

look forward to supporting your journey toward per-

sonal and professional excellence. 

Industry Symposium 

A fantastic time was enjoyed by all at the recent Industry Symposium held on November 4th, 

2023, at the Hilton Garden Inn in Omaha. Attendees were treated to insightful presentations 

from industry leaders such as BioMarin, Bayer, CSL Behring, Novo Nordisk, and Sanofi with 

support from Genentech and Takeda. The event fostered community connection, as participants 

not only shared a delicious meal but also engaged in educational discussions. A thoughtful 

touch was the provision of childcare, ensuring everyone could fully participate. We extend our 

gratitude to the sponsors and contributors for making this symposium a memorable and enrich-

ing experience for 

our community. 

Following the Sym-

posium, community 

members came to-

gether to cheer on 

the UNO Maverick 

Hockey Team. 

Cheers to future 

collaborations and 

growth in 2024.  

mailto:sarrieta@hemophilia.org
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Teen Program Update 

Youth in the bleeding disorders community and sickle cell community (affected and siblings) ages 12 – 

19 are invited to join the NENBDF Teen Council. NENHF Teen Council provides opportunities for 

learning leadership and life skills, as well as professional development. 

Through this program teens will: 

• Have an active role in planning NHF Teen events/programs.  

• Serve their community through an annual service/volunteering project.  

• Prepare for application to the National Youth Leadership Institute  

Participate in mentorship program  

2023 Service Project – Partnership with Omaha Children’s Hospital 

The teens in this program decided to learn about nursing and the medical field. This service project has 

two components, an educational component, and a service component.  

Ask A Nurse Project – Teens created a short video introducing themselves and asking three ques-

tions for either a nurse or CNA. The healthcare workers at Children’s Hospital created video 

responses for the teens. Our goals were to teach teens more about working in the healthcare 

field and to strengthen the connections between youth in our community and the healthcare 

workers that work at Children’s Hospital where many of our youth are often treated.  

Care Packages - The service portion of the project was completed on November 8th, 2023. We deliv-

ered gifts from the community and the chapter to Children’s Hospital for the healthcare workers 

that participated in our project as well as for children staying at the hospital. These gifts includ-

ed coffee cups, sunglasses, handmade cards from the Teen Council, popcorn, books, coloring 

books, and art supplies.  

We are currently in the process of determining the focus of our next service project for 2024. Please 

contact Sarah Arrieta at sarrieta@hemophilia.org if your teen has an idea for a service project.  

mailto:sarrieta@hemophilia.org
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December PING! Holiday Party 

On December 9th, 2023, families gathered at the Auld Pavilion Recreation Center in Lincoln, 

NE, for the December edition of PING! (Parent Information Networking Group) and a festive 

Holiday Party. Tailored for families with children under the age of 14 affected by bleeding dis-

orders and sickle cell, the event provided a heartwarming space for connection, celebration, and 

education.  

Against the backdrop of laughter and joy, attendees engaged in delightful activities such as dec-

orating gingerbread houses and playing games, fostering a sense of community and camarade-

rie. The event also featured an insightful educational presentation courtesy of Takeda, offering 

valuable insights for managing the health and wellness of families dealing with bleeding disor-

ders. 

The PING! and Holiday Party proved to be more than just an event; it was a vibrant tapestry of 

shared experiences, rekindling old friendships and forging new ones. Beyond the festivities, this 

gathering exemplifies our commitment to building a supportive community where families can 

connect, have fun, and learn together. 

Thank you to everyone who participated, making this event a memorable and cherished occa-

sion for all. 

Also a big thank you to our sponsors Takeda, Superior Biologics, Genentech, & Novo Nordisk.  
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FAB Women’s Retreat 
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Washington Days 2024 

Research– Judith Graham Pool Recipients 

Nebraska NBDF is looking for advocates to join us in Washington DC, March 6-8th for Washington Days. Limited 

travel grants are available to help cover the cost of hotel and airfare. Registration for Washington Days is free. If you 

are interested in travel funds please complete the application by Friday, January 5th. Deadline to register for Wash-

ington Days is January 15, 2024.  

https://www.surveymonkey.com/r/HWJTL2Y 

https://www.surveymonkey.com/r/HWJTL2Y
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Board Update 

Board & Committee Recruitment 

The Nebraska Chapter of NBDF 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 Outgoing Board Members 

   It is with a deep sense of gratitude and appreciation that we bid farewell to two remarkable individu-

als, Joe Mickeliunas and Bob Dick, who have dedicated six years of unwavering service to the Nebraska 

Chapter of the National Bleeding Disorders Foundation. 

    Joe Mickeliunas, who served as our Board Chair this past year, has been a beacon of leadership and 

inspiration. His commitment to our cause, coupled with his strategic insights, has propelled our chapter 

forward. Joe's dedication to fostering a supportive and united community has left an indelible mark on 

all of us. 

    Bob Dick, our Treasurer for the past six years, has been the financial steward of our organization, en-

suring that our resources are managed with the utmost care and integrity.  

   As they transition off the board, we extend our heartfelt thanks to Joe and Bob for their exceptional 

contributions. Their impact reaches far beyond their respective roles, influencing the very fabric of our 

community. 

   While we will miss their day-to-day involvement, we know that their passion for our mission will con-

tinue to resonate. Join us in expressing gratitude to Joe and Bob for their selfless service and wishing 

them continued success in their future endeavors. 

Thank you, Joe and Bob, for six years of dedicated leadership and service to the Nebraska Chapter. 

Your legacy will endure, and your impact will be felt for years to come. 
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Upcoming Events 
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Needs Assessment 
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FAB: Females and Bleeding Conference 
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Advocacy Update– Nebraska 

Advocacy Update: Progress and Persistence on Accumulator Adjustors in Nebraska 

Over the past months, our dedicated team, led by Dale Gibbs and myself, has been collaborating with 

various health agencies across the state to address the pressing issue of accumulator adjustors. 

Together, we've engaged in constructive discussions with the offices of Senator Bostar, Auguliar, Slama, 

Kauth, and Dungan to shed light on the detrimental impact of accumulator adjustor programs on indi-

viduals with bleeding disorders. We've shared personal stories, compelling data, and the collective con-

cerns of our community to underscore the urgency of the matter. 

While we do not anticipate the introduction of legislation on this front in 2024, our commitment remains 

unwavering. We understand the importance of laying a solid foundation for change, and we are stead-

fast in our determination to see this through. The complexities surrounding accumulator adjustors de-

mand a comprehensive and thoughtful approach, and we want to ensure that when legislation is intro-

duced in 2025, it is well-informed and impactful. 

Your support has been instrumental in bringing attention to this critical issue, and we are grateful for 

the solidarity within our community. As we look toward the future, we remain hopeful that our collec-

tive efforts will pave the way for positive change, advocating for the rights and well-being of those affect-

ed by bleeding disorders in Nebraska. 

Thank you for your continued support and dedication to our advocacy initiatives. 
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Why Strong Relationships Encourage Healthy Aging with a Bleeding Disorder 

Author: Christina Frank  

For Dan Liedl, 55, getting out of the house can be difficult. One reason is his physical disabil-

ity—his right leg locked after a severe bleed when he was 12, and he has not been able to bend 

it since. But perhaps more significant than his limited mobility is the effect his severe hemo-

philia A has had on his social life. “I feel extremely self-conscious about walking stiff-legged,” 

says Liedl, of Morgantown, West Virginia. “People stare at me. 

As a kid, I spent a lot of time lying in bed in pain and not being able to go out and play. My best 

friends were books, and they still are.” 

Several recent studies have shown that loneliness, depression and a sense of isolation are com-

mon for older adults. These feelings may be especially acute among older adults with chronic 

diseases. And although they probably share many of the same concerns as their unaffected 

peers, older adults with bleeding disorders face unique challenges. 

A Lonely Generation 
Depression and isolation among older people with bleeding disorders can be attributed in part 

to their place in the history of the disease, says Dana Francis, MSW, a social worker in the 

adult hemophilia program at the University of California San Francisco Hemophilia Treatment 

Center. 

“The average life span for someone with hemophilia used to be 30 to 40 years,” Francis says. He 

also points out that more than half of the men with hemophilia who acquired HIV or AIDS in 

the early to mid-1980s through their exposure to contaminated blood or blood products died of 

AIDS. 

“These guys lost a lot of friends, and they may struggle with survivor’s guilt,” Francis says of 

older men with bleeding disorders. “The older guys today are facing physical and emotional 

challenges that people with bleeding disorders never had to before because they didn’t live long 

enough.” 

Three Ways to Combat Loneliness and Isolation 

Studies have shown that having strong social relationships in later life conveys a number of 

health benefits, including increased longevity, a stronger immune system and lower levels of 

stress and depression. If you’re feeling alone, here are some options that can help. 

1. Reach out for support 

Therapy is anathema to a lot of men, who are socialized to want to appear strong and invulner-

able. But keeping feelings inside can lead to depression, anxiety and loneliness. Social worker 

Dana Francis recommends joining a support group specifically for people with bleeding disor-

ders, whether in person or online. 
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Healthy Aging continued 

I try to encourage guys to do whatever they’re comfortable with—in whatever way they are 

able,” he says. “It can be incredibly important to feel like you don’t have to explain your situa-

tion to others and to know you’re not alone. And it doesn’t always have to be about commiserat-

ing. I want men to talk about all of it, whether it’s sadness, loneliness or joy.” 

2. Venture out of your comfort zone 

Dan Liedl is an introvert, but, somewhat paradoxically, he’s learned that he loves public speak-

ing. He regularly speaks to groups about bleeding disorders and HIV. “I feel confident in front 

of groups, and I believe that education is the greatest way to overcome misunderstandings, ste-

reotypes and ignorance,” he says. “It is energizing and validating, and I’m not being confronted 

with making chitchat or socializing.” 

3. Get involved in your community 

It can be tough to go outside when you’re not feeling good, but take the opportunity when you 

can. “Get involved,” advises Mike Clancey, 70, of Grove City, Pennsylvania, who has hemophilia 

A. “Whatever it is—volunteering, working part time, participating in religious activities—stay 

active in the community somehow.” Francis adds: “Do anything that floats your boat, whether 

it’s music, art, whatever. Just get up and get out.” 

- Reprinted from Hemaware 2019 
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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 



2023—Issue 4 Page 17 


