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Proof of vaccination is no longer required to
attend chapter events. Please stay home if you
aren’t feeling well or if anyone in your home
tests positive.
It’s hard to believe we are half way through the
year with a lot of great programming still to
come for all ages.

2022—Issue 2

Page 2

2022
Events

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.

Family Education Weekend– Omaha
August 5-7th
Unite for Bleeding Disorders Walk
September 24th
FAB Women’s Conference
October 14-16

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
Cynthia Clark
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 cases recommends that you consult
your physician or local treatment
center before pursuing any course
of treatment.

Harvest Festival
October 22
Industry Symposium
November 5, 2022
Holiday PING
December 10, 2022
We will be planning industry education
dinners across Nebraska throughout
the rest of 2022. If you want an education dinner in your area, please let us
know so we can coordinate.
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Covid– Safety Guidelines Update
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Advocacy Update
Chapter Advocacy Update
During the Nebraska Legislature’s session that ended this year, the Chapter Advocacy Committee reviewed a number of bills in cooperation with the National Hemophilia Foundation.
There were three bills we felt were beneficial to the community. We sent written testimony to
the applicable committees and gave verbal testimony in favor of the other.
•

LB 718 was heard by the Banking, Commerce and Insurance Committee and dealt with insurance companies not allowing copay assistance to count toward the insurer’s deductible.
This allows insurers to encourage the insured to utilize generic drugs, which results in lower costs to the insurance companies. The Chapter supported this bill because there are no
generic drugs for controlling hemophilia and copay assistance helps all handle the high costs
of the medications. The Chapter provided in person testimony in support along with other
agencies who work with other high-cost diseases. The only opposition to the bill came from
insurance companies. Unfortunately, the bill wasn’t voted on by the committee before the
end of the session and will carry over until next year.

•

LB 895 provided guidance to managed care organizations in not slowing care by requiring
prior authorization in emergency situations for administration of anti-hemophilia medications. This bill also was not voted on before the session ended.

•

LB 1140 was reviewed by the Business and Labor Committee and allowed state employees
to donate portions of their income to non-profit health and human agencies. NeHF is part of
Combined Health Agency Drive (CHAD) which represents non-profit health and human
agencies whose mission is to improve their members lives. CHAD participates in annual
drives across the state, sometimes in conjunction with United Way campaigns. Recently,
the United Way has been the only agency allowed in the state campaigns. LB 1140 also, unfortunately, was not voted on before the legislature adjourned.

This past month, NHF held its first Advanced Chapter Advocacy Training for advocacy efforts
by the individual chapters. Approximately 60 people attended the two-day event and learned
from the national advocacy staff and each other’s best (and bad) practices. Topics included: Insurance Trends and Barriers to Care; Tips on What to Do When a Bill is Presented; Medicaid
Updates and Regulatory Advocacy; Novel and Gene Therapy Updates and Public Policy Considerations; Congressional Hill Staffer Perspectives; Allied Healthcare Advocacy Organizations
can assist with local advocacy. Many ideas were presented at the event and we hope we can
implement many of them in the coming years.
If anyone is interested in joining the Chapter’s Advocacy Committee, please contact Maureen or
Dale Gibbs (mdgibbs31@gmail.com).
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Infusion: Bloody Mary Mix Off
We were officially back in person this year for our Infusion; Bloody Mary Mix Off. This year was our 7th
annual event where we raised funds and awareness for the Bleeding Disorders Community while sampling some of Omaha’s Best Bloody Marys and a delicious brunch. The event was held on Saturday, July
16th at Founder’s One Nine. We featured six different competitors who brought their A Game on their
infused bloody marys. Our competitors were Spirit World, Backlot Pizza + Kitchen, Krug Park, Saddle
Creek Breakfast Club, Addy’s Capitol and Catering Creations. The event was sponsored by Tito’s Vodka,
Bayer and CSL Behring. We raised $15,750 at Infusion!
Our 2022 Winners were:
Best Overall Bloody: Spirit World
Best Garnish: Saddle Creek Breakfast Company
Best Infusion: Krug Park
Most Creative: Saddle Creek Breakfast Club
Thank you to all who attended! We cannot wait to see you back again next year for our 2023 event.
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Family Camp 2022
We were back in person for Family Camp 2022 and it was a BLAST!
Our previous venue for camp closed during the pandemic and we had to find a new home for
camp and were welcomed by the team at Carol Joy Holling and it was a blast. We tie dyed, did
crafts, went paddle boating, played games and rocked a ropes course.
We then headed off to Omaha’s Henry Doorly Zoo for our overnight adventure. We had a sleep
over in the heart of the zoo at the Harper event center where we got to explore the zoo after it
closed and before it opened. We even got a private encounter with the sting rays!
Thank you to our sponsors who made this event possible and were able to bring together families of all ages to enjoy the great outdoors, worked on self infusion skills and had a great time
experiencing all they can do while living with a bleeding disorder. We look forward to 2023 and
a whole weekend together.
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Teen Council and Programming
Big things have been happening for the teens at NENHF. We had teen programming at the Adults with
Bleeding Disorders Conference, which was held on May 21st and 22nd. We were joined by speakers Marlee
Whetton, Delila Arreola, and Genesis Erickson, who are members of NHF’s National Youth Leadership Institute. The speakers led us in the following educational sessions: Independence and Management and Failure
is an Option. We also held a Teen Council meeting and established the core group of the NENHF Teen Council. The teens learned about the benefits of the NYLI program, which is open to youth ages 19-22. It is the
goal of the NENHF Teen Council to prepare youth ages 12-19 for application to the NYLI program. To honor
the fact that our youth need some independence, the teens were given the opportunity to choose their own
adventure by deciding to either join in a Virtual Escape Room with the adults, or to stay with Sarah, our Program Manager, to play What’s in the Box. In the end, the teens and NYLI speakers joined Sarah for What’s in
the Box, and a lively game of Jumanji in costumes was enjoyed by all. Finally, our teens joined the adults for
dinner and an escape room which everyone enjoyed.
Our Teen Council members also took on some new responsibility this year. The NENHF Teen Council was
asked to lead families in a craft, and Nicolas Quiroz had the excellent idea to paint birdhouses. We were
proud of our teens for taking some initiative to decide on a craft and showing leadership in guiding our families through this activity. The Teen Council will also begin a service project where they will give back to their
community (look for more news about this soon). We look forward to seeing the ways this group of teens
will take on leadership in the future.
We have some excellent programming and events for youth coming up in the next few months. NENHF hosted a Parent & Teen Education Dinner and Escape Room event on July 9 th. Dinner was held at Biaggi’s from
followed by an escape room at Locked Room Omaha. Youth ages 12 – 19 will also experience some dynamic
and experiential learning at our Family Education Weekend on August 6 th & 7th. This programming will be
brought to us by Gutmonkey, an organization that develops transformational programming for communities
with chronic health conditions. We know our teens will enjoy the hands-on adventure that Gutmonkey will
bring. Also be sure to keep an eye out for our Virtual Resume Workshop that will be held in October. You can
register for these events at Event Calendar : Get Involved : National Hemophilia Foundation - Nebraska
Chapter (nebraskanhf.org).
For more information about the NENHF Teen Council or these upcoming events, contact Sarah Arrieta at sarrieta@hemophilia.org or (402)889-0572.
For more information about NYLI click on the following links:
NYLI : Programs : Get Involved : National Hemophilia Foundation - Nebraska Chapter (nebraskanhf.org)
Youth Leadership (NYLI) | National Hemophilia Foundation
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Infusion: Bloody Mary Mix off 2022
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Nebraska Chapter 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 exhaustive. 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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Embracing the Unique

By Laurie Kelley

When children are diagnosed with hemophilia, they are each given an essential diagnostic label: for example,
hemophilia A or hemophilia B, severe, moderate, or mild. These labels originate from a lab analysis of the
child’s blood. The diagnosis determines what type of factor replacement therapy each child will get. Labels
like these can help draw a picture of who your child is and what he or she needs. But when it comes to dosing
and prophylaxis regimen, sport choices and bleeding patterns, and even pain management, your child with
hemophilia is unique. Diagnostic labels don’t adequately explain a person’s individuality and needs.
We asked parents from Facebook about their children with hemophilia: Has anyone ever used the
labels of hemophilia to categorize your child, which resulted in limiting treatment options, or limiting what
people think your child can do? What is it about your child that is not “typical” for someone with hemophilia?
The responses poured in. While a child’s uniqueness may be revealed in a preference for certain sports or a
physiological reaction to a particular product, most of the parental responses we received were about each
child’s unique half-life, and about subsequent bleeding patterns.
Half-life was barely mentioned when my son was born. In the late 1980s and early 1990s, we dosed
his factor using a chart based on his weight; it was very mathematical. We took one-half of his weight in
kilograms times the factor level we desired, and this equaled the number of units of factor VIII we needed to
infuse. Over time, as parents, we developed intuition about how much or how little factor our son needed
based on his response to factor and his bleeding patterns, and we could adjust his dosage ourselves.
Up until about the last 10 years, hemophilia treatment centers (HTCs) often prescribed factor dosages
based on weight, and determined a prophylaxis regimen based on a strict protocol from clinical studies. We
now know that every child needs to have a pharmacokinetic (PK) or recovery study done to determine his or
her individual, unique half-life response to a specific factor VIII product. Determining the unique half-life can
help hone the amount of factor a child should receive, or indicate the best prophy regimen. A short half-life
may mean more frequent infusions, higher doses, or the use of extended half-life products.
If anyone knows about the uniqueness of factor half-lives in children with hemophilia, it’s June Reese,
who has four sons with hemophilia. She says, “One son has always had a short half-life and has really
struggled with bleeds. His teachers often compare him to his brothers, one of whom never bleeds.” And this
was a problem for the Reese family: in categorizing two brothers with textbook half-lives as “normal” for
hemophilia, teachers dismissed the third brother’s frequent bleeds—they thought he was being careless, or
worse, that he was imagining the bleeds.
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Embracing the Unique Continued
Crystal Eskine has two sons with severe hemophilia A, ages 9 and 10. “I expected two similar stories,” she laughs. Despite having the same diagnosis as his brother, Crystal’s 10-year-old bleeds spontaneously, “if you look at him too hard.” Her younger son “never needs factor,” and “he isn’t even on prophy he
bleeds so little!” When Crystal’s doctor wanted her to adhere to a traditional dosage and infusion schedule
with her older son, her gut instinct told her it wasn’t good enough. She knew her children’s unique responses to factor. “I started giving my older son double doses. I took notes, showed our doctor, but he still he
thinks I’m worrying too much, while I still don’t think the dosing regimen is good enough.” Crystal continues,
“I’ve asked for a PK test, with blood samples taken over a much longer time period, but he has said no.”
And then there is Jen Miller’s five-year-old with severe hemophilia A. Jen calls him a “typical boy”
who enjoys video games, swimming, T-ball, and playing with his friends. His factor half-life is very short,
which is not typical, but this doesn’t seem to impact his bleeding patterns.
When a shorter half-life does impact bleeding patterns, and parents instinctively know something isn’t right,
they need to alert their HTC staff, sometimes to prove that their child does not fit a category or label. In
these cases, parents should request a PK study. Crystal laments, “My boys’ hematologist makes me feel like
I’m doing something wrong, but refuses to do a PK study.” June adds, “For years, our medical staff acted as
though we were to blame when he’d have bleeds—even though he was infusing regularly.”
Kate Stotz, who has a 22-month-old with severe hemophilia A, felt she had to fight against the
standard prophy infusion schedule of three times a week. “This was not working for our son,” she explains.
“He was having frequent bleeds on Sunday, the day he was unprotected. Trough levels indicated that in
order to maintain a minimal 1% trough, we could not exceed 48 hours between infusions.” Though Kate
wanted to infuse every other day to keep him protected, her son’s hematologist didn’t want to break from
the traditional schedule the HTC normally prescribed. “It took a lot of advocating on our part and ultimately
finding a new doctor at a different HTC.”
Sarah Hueston successfully advocated for a new prophy regimen for her 16-year-old son with severe
hemophilia A, who plays two varsity sports. When they determined he had a short half-life, the HTC team,
Sarah, and her son developed his treatment plan together. He now infuses standard factor daily. “It’s what
works for us,” says Sarah, “and his doctors are so proud of him, as are we, his family! Never did we think
he’d be doing the things he’s doing even 10 years ago!”
By logging her son’s bleeds, Stacey Mollinet was able to convince her HTC team to change the treatment schedule. When her son with severe hemophilia A was a young teenager, he didn’t bleed like a typical
severe and was not very active by nature. “I had to push the HTC,” she recalls, “so he could treat only twice
a week, instead of a standard prophy schedule.” Around age 14, he started to bleed more like a typical
severe. So Stacey worked with the HTC to adjust her son’s dosing schedule, and ended up dosing every other day until he switched to extended half-life factor two years ago.
“There’s not a one-size solution for everyone,” Stacey has learned. “Keeping good infusion and bleed
logs so you know what schedule works best to prevent bleeding is important.”
Crystal laughs, “I could probably write a book about all the ways my boys ‘differ’ from the typical
definition of hemophilia.”
And in a community where boys “typically” have hemophilia while women are carriers, women are
now advocating to redefine what it means to have hemophilia. Labels have their place, but when we define
hemophilia and determine treatment plans, we sometimes need to look outside the box at hemophilia—and
trust the parents and patients when they describe their own uniqueness and needs.

©LA Kelley Communications, Inc. Reprinted with permission.
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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
Blue Cross and Blue Shield of Nebraska (BCBSNE) has awarded the Combined Health Agencies Drive
(CHAD) and its statewide umbrella of 23 health care agencies the company’s Health of Nebraska Sponsorship, which is dedicated to supporting programs and services for Nebraskans affected by a medical
diagnosis.
For more than 80 years, BCBSNE has offered security and stability to its members faced with medical
expenses. Through its Health of Nebraska initiative, BCBSNE seeks to support programs that address
social determinants of health and health equity, BCBSNE’s sponsorship will directly benefit the missions of the various CHAD organizations, helping them to continue to offer meaningful, vital programming for communities across the state.
“Our goal with community funding is to cultivate lasting relationships and give back to our communities
in ways that directly advocate for the health of Nebraskans,” said Kathy Nellor, health transformation
leader at BCBSNE. “Nebraskans count on support from all CHAD member agencies, and it is a privilege
to help them help others for the second year in a row.”
In 2020, CHAD’s 23 member agencies collectively assisted more than 37,133 Nebraskans with professional care or resources, ensured access to specialized or long-term support for over 9,625 patients and
invested approximately $518 million in medical research alongside their national affiliates. Since the
onset of the COVID-19 pandemic, CHAD and its member agencies have continued to find impactful, innovative alternatives to get and stay connected to the people they help across the state.

CHAD is a local organization raising funds with and for Nebraska’s health agencies across Nebraska
since 1972.
“As we approach our 50th year serving Nebraska, CHAD is so pleased to have an outstanding community leader like BCBSNE to work with on what matters to the constituents of our health agencies across
the state. March of Dimes, American Lung Association, JDRF and so many more are going to have the
funding to support Nebraskans with new or expanded programming,” said Michelle Grossman, president
and chief executive officer of CHAD. “We sincerely thank BCBSNE for investing in the health and wellbeing of all Nebraskans.”
Nebraska NHF received a grant through CHAD and BCBS focused on rural outreach and VWD Guideline distribution to providers. We are working to host educational outreach dinners across the State of
Nebraska while hosting community connection dinners. If you are interested in having a program in
your area, please let us know. We are excited to get more bleeding disorders awareness and VWD treatment and diagnostic guidelines out to all Nebraskans. We would like thank CHAD and BCBS for their
support in these endeavors.
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FINANCIAL AID
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 financial 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/supportresources/financial-assistance-program.html
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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 viruses 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 proteins 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 overworking, 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

