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It’s hard to believe it’s already Autumn in Nebraska! 

It has been so wonderful being able to host in person meet-

ings again this summer and fall. We have truly missed seeing 

your faces, interacting with you and feeling the energy and 

love that comes with in person programs. Thank you to every-

one who has attended events, the Walk and our smaller spe-

cialty programs. We thank you for being safe, wearing masks 

and helping us to ensure we can continue to hold in person 

programming.  

 

We will continue to hold in person events, but also found ben-

efit in some of our virtual programs. You’ll see us offering 

both in the coming months. Virtual programs allow us to in-

clude community members that may not be able to make it to 

our event site and we’ve had a lot of fun with some of our vir-

tual programing. Our men’s and teens group will be having 

some really engaging virtual events this fall.  

 

Sarah and I have been working on our 2022 programs and 

calendar. We want to shake some things up and revamp some 

of our current programs and bring you new ones. We feel this 

is the perfect time to bring about something fresh and new. If 

you have interest in helping shape our next year, please con-

sider joining our programs or events committees. We need 

you! I’m looking forward to rounding out 2021 with you all 

and planning an amazing 2022 full of in person programming 

and engagement.  

 

Thank you for letting me serve this amazing community. 

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 - Ann Foster 
Treasurer– Bob Dick 

Suellen Colin 
Joe Mickeliunas 

 
 
 

 
 
 

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. 

 

2021 

Events 

 
 

October 2021 
 

October 8-10th 
FAB Women’s Retreat 

 
October 24th 

Harvest Festival 
 

November 2021  
 

November 6th  
Industry Symposium 

 
November 20th 

Teen Virtual Cooking Class 
 

December 2021 
 

December 4th 
PING at the Zoo 

 
December 20th 

Virtual Men’s Program 
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Covid– Safety Guidelines Update 
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Hemophilia Golf Fundraiser 

 On Saturday, July 24th, 2021, Peter Senior, NENHF Board President, held a golf 
fundraiser at Pacific Springs Golf Course. His group was had fun in the summer 
sun, and was able to raise over $1500 to benefit the bleeding disorders commu-
nity and the Nebraska Chapter of NHF. It was a hot day, but  that didn’t stop 
these guys. We appreciate all the people that worked hard and played hard at 
this event!  

Night at the Ball Park 

We had a great time spreading awareness for 
bleeding disorders, gathering as a community, 
and cheering on the Storm Chasers at Werner 
Park as they battled the Iowa Cubs on August 
11th. The Nebraska Chapter of NHF was hon-
ored as the community partner of the night 
and Peter Senior threw the first pitch. Our 
community members shared a meal together 
and catch up while watching the action heat 
up on the ball field. The Iowa Cubs ended up 
winning against the Storm Chasers with a 
score of 47 to 37. 

The night was sponsored by Paragon 
Healthcare and Octapharma. Thank you to all 
of our friends that came out to make this a fun 
and memorable night.  
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Night at the Ball Park 
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Nebraska Women’s Retreat 

The Nebraska Women’s Retreat  was a great opportunity for the women in our com-

munity to gather together and catch up with each other. It has been an incredibly diffi-

cult 18 months, dealing with the pandemic, being apart and losing a very important 

and valued community member, Kaylean Gentry.  

This event was held on August 21rst at The Event Space in Lincoln, NE.  The ladies 

enjoyed breakfast and lunch together, practiced mindfulness, made some crafts, set 

intentions for the future, created emergency bags, and ended the event with mani-

cures and pedicures at Rainbow Nails and Spa. We also shared our feelings about 

the loss of community member, Kaylean Gentry, who is gone but not forgotten.  

This event was sponsored by Takeda and Brother’s and the Hemophilia Alliance 

Foundation.  
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Family Education Weekend  

Our Family Education Weekend took place on September 18th and 19th at the Em-
bassy Suites LaVista. We learned about a lot of interesting and important topics this 
weekend. We learned that Community Voices Research (CVR) allows community 
members to share experiences and shape future research. We also discussed fe-
males and bleeding disorders, insurance options, PTSD and chronic conditions, 
communicating with your child’s school, managing stress and improving wellness, 
and AAV gene therapy. We learned about the importance of healthy food choices 
during our lunch buffet. Community members brushed up on infusion skills at the 
infusion clinic. We got inspired at a creative writing workshop, let loose at Prehistor-
ic Putt-Putt Golf, and focused on stretching and breathing during yoga with Madi 
Budin. Families also took part in a Goosechase game during the weekend, and lots 
of funny pictures and videos were shared. One highlight of the weekend was when 
we reached our fundraising goal for the Unite Walk and the top fundraiser was able 
to smash a pie in Executive Director, Maureen Grace’s face!  

Our teen group discussed choices and risks, collaborated on future events and pro-
gramming, took part in the creative writing workshop, and solved a murder mystery. 
Some of the kids even took a painting class. We had a great time getting together 
in-person, learning together, and hearing your feedback.  
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Unite for Bleeding Disorders Walk 

The annual Unite for Bleeding Disorders Walk took place on 
October 2nd at Chalco Hills Recreation Center in Omaha 
and we exceeded our goal and raised over $42,500! We are 
so incredibly proud of you for coming together and raising 
funds and awareness for the Nebraska Bleeding Disorders 
Community.  

We had a beautiful fall morning, paired with donuts, a bounce house and our chapter 
coming together. Thank you to all of our walkers for having such a wonderful event 
and raising funds to support education, advocacy and research in Nebraska.  

A Huge round of applause to our Factor Club Members who raised more than $500: 

• Amelia Mickeliunas • Sam Clinkinbeard • Maureen Grace • Ann Foster • In 
Memory of Kaylean Gentry • Phillip Galaska • Erik Clark • Kristin Henson • Cark 
Clark •  Justin Clinkinbeard • Sarah Arrieta • Zach Fischer • Sharon Clark • John 
Mickeliunas •  John Ashley •  Shelby Larson •  Susie Zimmer •  Andye Nelson • 
Joe Mickeliunas •  Jon Tvrdik •  Sue Collin • Dale Gibbs •  Jenny Mickeliunas • 



2021—Issue 3 Page 9 

Harvest Festival / PING 

Sunday, October 24, 2021 9 am-11 am– Roca Berry Farm 

Join us for the social event of the fall with Nebraska NHF at the Pumpkin Patch! 
We are headed just South of Lincoln to Roca Berry Farm!! 

Visit with industry sponsors, fellow hemophilia families, enjoy snacks and enjoy your day at the 
pumpkin patch. 

We will be providing treats and tickets to Roca Berry Farm for members of our community. In or-
der for NE NHF to provide your tickets you must meet one of the following criteria: 

• Diagnosed with hemophilia, Von Willebrand Disease or another bleeding disorder 
• Diagnosed as a carrier of hemophilia or another bleeding disorder 
• Caregiver of a person with a bleeding disorder 
 
We will provide tickets for the immediate family of our affected members. While we love your 
extended family, its imperative for us to be conscious of our budget to offer more programs and 
events throughout the year. They are welcome to join you for the day at the berry farm and tick-
ets can be purchased for them online or at the gate. Thank you for your understanding. 

Covid Policy: In order to attend this event, all those vaccine eligible (12+) will need to show proof 
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4 Reasons to Establish Care at a Hemophilia Treatment Center 

Author: Donna Behen— Hemeaware.org  

Learn why HTCs can be partners in care over the course of a lifetime  

If you or someone you love has been diagnosed with hemophilia, von Willebrand disease or another type of 
bleeding disorder, you’ve probably heard about hemophilia treatment centers (HTCs). 

HTCs were created because people with bleeding disorders, their families and healthcare professionals liter-
ally demanded them. In 1973, the National Hemophilia Foundation (NHF) launched a two-year campaign to 
establish a nationwide network of centers to diagnose and treat hemophilia and other bleeding disorders. 
The goal was to provide an extensive range of coordinated services for patients and families within a single 
facility. 

Today, there are approximately 141 HTCs across the country, which are partially funded by the Centers for 
Disease Control and Prevention (CDC) and other federal agencies. Although they are called hemophilia treat-
ment centers, HTCs provide care for people with von Willebrand disease and other bleeding disorders. 

Depending on where you live, you might have to travel several hours to receive care at an HTC. If that’s the 
case, it’s still a good idea to establish care at one of these centers, even if you aren’t able to visit the HTC 
more than once or twice a year. 

Here are four reasons why establishing care at an HTC is so important: 

1. Comprehensive Care 
Comprehensive care treats the whole person and the family, through continuous supervision of all the medi-
cal and psychosocial aspects of bleeding disorders. With comprehensive care, every facet of the person is ad-
dressed, including their physical, emotional, psychological, educational, financial and vocational needs, not 
just visits with a blood disorder doctor. 

Studies show that this comprehensive care model leads to improved health for people with bleeding disor-
ders. A 2000 CDC study of 3,000 people with hemophilia showed that those who used an HTC were 40% less 
likely to die of a hemophilia-related complication compared with those who did not receive care at an HTC. 
Similarly, a separate study by CDC researchers revealed that people who used an HTC were 40% less likely to 
be hospitalized for bleeding complications. 

2. Multidisciplinary Team of Specialists 
HTCs provide specialized care from a multidisciplinary team of providers. 

Members of the care team at an HTC can include: 

• Hematologists: Physicians who specialize in blood disorders. 

• Pediatricians: Physicians who specialize in caring for infants, young children and teenagers. 

• Nurses: Medical specialists in bleeding disorders care. 

https://dbdgateway.cdc.gov/HTCDirSearch.aspx
https://pubmed.ncbi.nlm.nih.gov/10887103/
https://pubmed.ncbi.nlm.nih.gov/11260280/
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Establishing Care at a Hemophilia Treatment Center 

• Social Workers: Specialists who assist you with the issues of daily living, such as adjusting to living with a bleed-
ing disorders, and locating resources (e.g., insurance, transportation, housing). 

• Child Life Specialists: Specialists who focus on the developmental needs of children, and help children cope 
through education, preparation and play. 

• Physical Therapists: Specialists in activity, exercise and rehabilitation. 

• Occupational Therapists: Specialists in managing everyday tasks with any limitations resulting from bleeding dis-
orders. 

• Orthopedists: Physicians who specialize in disorders of the bones and joints. 

• Dentists: Specialists in disorders of the teeth and gums. The dentists at HTCs are experts in treating chil-
dren with oral bleeding problems. 
The HTC team can also consult with a patient’s regular primary care physician, dentist or specialist. HTCs 

can educate and support health care providers who perform cardiac testing, colonoscopies or other ser-

vices in adults. 

 

3. Emphasis on Education 
In addition to treatment, one of the major goals of an HTC is education. For example, when a child begins 
prophylaxis treatment, HTCs teach parents and caregivers, and, eventually, the children, how to infuse 
themselves so they can treat at home. Infusing at home can save time, reduce discomfort and increase con-
venience during a bleed, because patients don’t have to travel to an emergency room and wait. 

HTCs educate others, as well. HTC staff members often visit schools so that they can help educate teachers, 
administrators and school nurses learn what hemophilia is, what activities are safe for children to partici-
pate in, and how to recognize an emergency. 

4. Access to New and Improved Treatments 
HTCs gather and share information about common health issues and medical complications that affect peo-
ple with bleeding disorders, with the goal of advancing care and improving outcomes. Patients who receive 
care at HTCs also have access to a variety of studies and clinical trials, which gives them access to new 
treatments that may not yet be widely available. 

However, involvement in research initiatives is completely voluntary, and is not a requirement for being 

treated at an HTC. 

 

Contact your Nebraska HTC today to set up care: 

Nebraska Medical Center (Adult): (402) 559-7257   

Children’s Hospital and Medical Center (Pediatric): 402-955-3950 
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Industry Symposium 

The Nebraska Chapter of NHF is excited to announce an Industry Symposium where 
leading hemophilia drug manufacturers are able to come tell you all about their new 
products, programs and answer any questions you may have. NE NHF does not usual-
ly allow Industry to do branded talks but with all of the new changes on the horizon, 
we wanted to give them a voice. Please come join us for a day of updates from our 
manufacturer partners. 

Saturday, November 6 * 9:00 am- 3:00 pm 

Hybrid Event- In Person and Virtual attendance are available. 

Door prizes are available for both in person and virtual attendees!  

Breakfast, lunch and childcare are available for in person attendees.  

Takeda, Sanofi Genzyme, BioMarin, CSL Behring,  

  



BIG RED FACTOR Page 13 

Don’t Miss This Upcoming Teen Event 

Hey Teens– It’s your turn again for a super fun cooking event with Chef Mike!  

You get to learn some great knife skills, become a wiz in the kitchen and connect with other 

teens in the community.  Make sure you register online to receive your event kit including a 

chef’s knife and cutting board. It’s guaranteed to be a fun, interactive virtual event. We can’t 

wait to see what you’ll cook up. Don’t waste time and register today! 



Depression, PTSD, and Inhibitors: My Family’s Experience  
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Men’s Program 
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HOW NENHF CAN HELP IN 2021 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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Community Voices in Research– CVR 
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Infusion Highlight! 
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Kid’s Corner:  Inhibitor Invasion 

 

 

 

 

 

 

 

 

Art Therapy for Kids with Bleeding Disorders 

Hark! Who goes there? If it’s a nasty bug, your body is ready to attack. 

Your body is a fortress, and every day, a battle is going on inside. Your body fights to keep the 
good stuff healthy, like your organs and your blood, and keep out bad stuff, like bacteria and virus-
es that make you sick. We all have special soldier proteins called antibodies patrolling our blood, 
looking for invaders. When they find them, these soldier proteins sneak up on the invaders and—
hiyah!—they destroy them. 

If you have an inhibitor, your soldier proteins are also trying to kill your hemophilia factor. To them, 
factor is just another alien invader that must be kicked out. The trouble is, when your soldier pro-
teins attack the clotting factor, it can’t work. So you might bleed more than other kids 
with hemophilia. 
Scientists aren’t sure why some kids have “soldiers” that cause inhibitors. But you aren’t the only 
one with this kind of overactive immune system. Kids with allergies to pollen, pets or peanuts also 
have immune systems that attack things they shouldn’t. 

And just like kids with allergies, some medications will work for you and some won’t. There is a 
special kind of factor just for kids with inhibitors, but it doesn’t work for everyone. And because 
your defense system is so strong and stops the factor from working, your bleeds might last longer, 
hurt more and cause more damage. Sometimes kids with inhibitors have to use wheelchairs or 
crutches. 

The good news is that scientists are trying to stop your super-strong soldier proteins from over-
working, or at least find a factor that works for all kids with inhibitors. 

Remember, you’re on your body’s defense team, too. So gear up. Be careful playing with your 
friends and running around in the house. And look for signs that you could be bleeding, like areas 
on your body that feel warm, tight, tingly or bubbly. Let your parents or another grown-up know if 
you feel pain, even if it’s just a headache. Being responsible is important, so you can get treated 
faster and feel better soon. 

Come to your body’s defense—and don’t let an inhibitor get you down. 

Author: Heather Boerner  

HemaWare Junior  


