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It’s hard to believe that it’s already the end of March! We had an 

amazing Bleeding Disorders Awareness month with a lot of work 

on advocacy and bleeding disorders awareness. We are gearing 

up for our busy program and event season and we cannot wait to 

see you at our upcoming events.  

 

We are welcoming new families into our community every month 

and I know the connections built are so impactful and life chang-

ing. Thank you for having such a wonderful family and community 

and allowing Sarah and I to be a part of it. We are truly so lucky to 

be serving such a dynamic group of individuals and families 

across Nebraska.  

 

We are trying to have more purposeful small group programs this 

year that really focus on what you may be needing at any given 

time. We hope to see you at these events or on committees to help 

plan them and make them even better. We value and want your 

input and engagement on what we do.   

 

See you soon and enjoy the sunshine as spring comes around 

again.  
 
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 

 

 
April 17th 

World Hemophilia Day 
Education Dinner with Sanofi 

Old Mattress Factory  
Omaha, NE  

 
April 22nd 

Adults with Bleeding Disorders 
Kearney, Nebraska 

 
May 13th 

Women’s Retreat 
Omaha, Nebraska 

 
June 4 

Education Dinner with Novo 
Nordisk 

North Platte, Nebraska 
 

June 24– 25th 
Family Education Weekend 
Marriott Cornhusker Hotel 

Lincoln, Nebraska 
 

July 23rd 
Infusion: Bloody Mary Mix Off 
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Covid– Safety Guidelines Update 

https://www.nebraskanhf.org/get-involved/programs/family-education-weekend.html
https://www.nebraskanhf.org/get-involved/programs/womens-retreat.html
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Advocacy Update 

By Dale Gibbs 

Advocacy Chair 

 

On March 9, Kari Quintana, Hunter Quintana, Maureen Grace and Dale Gibbs attended 

NHF’s annual Washington Days. We learned about the current effort to curb insurance compa-

nies attempts disallowing copay assistance for hemophilia medications. More and more insur-

ance companies are moving to this practice called “Copay Accumulator Adjustment Programs”, 

in order to drive consumers to less expensive generic medications. Through the insurer’s eyes, 

this is a good way to avoid spending money on expensive medications. However, there are no 

generic factor medications. Not allowing copay assistance makes it very expensive for hemo-

philia patients and families to burden the cost of copays with each factor medication. Conse-

quently, if patients can’t afford the copay each time, they may be forced to seek infusions in 

emergency departments, which then drives the cost of healthcare for all of us.   

 

We were able to relate this message to Senator Fischer and Congressman Smith personally 

and the health aides of Senator Ricketts and Representatives Bacon and Flood. We also asked 

our three representatives to sign on to HR 380 which addresses this copay issue and also 

asked our two senators to consider sponsoring a companion bill on the Senate side. Although, 

we did not get commitments on either request, we remain very hopeful. 

 

Similar to Washington Days, the Nebraska Chapter holds an annual Nebraska State Advocacy 

Day and this year, Makenna and Tyler Dietrich, Hayden, Max and Kristin Henson, Kelsey 

Cunningham, Maureen Grace, and Dale Gibbs attended. We provided a table with information 

on bleeding disorders for anyone who was interested and also and talked with the groups re-

spective State Senators or offices.   

 

This year, there has been no legislation introduced that affects our community so we took the 

opportunity to educate about hemophilia and how legislation could impact us.  We visited with 

Senators Anna Wishart, Bruce Bostelman and the offices of Senators John Cavanaugh and 

John Lowe. 

 

We also had the opportunity to visit with Senator Eliot Bostar from Lincoln (District 29) about 

the copay accumulator adjustment program. In the 2022 state legislative session, a bill was 

introduced by Senator Adam Morfeld (term limited in 2023) but didn’t get voted out of commit-

tee. Senator Bostar is a member of the committee where that bill was heard and is interested 

in exploring with us a reintroduction of a bill in the 2024 legislative session to not allow the 

practice in Nebraska. We will be collaborating with Senator Bostar in the near future and 

hope to be successful next year.    
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Advocacy 2023 
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Couple’s Retreat 

https://www.nebraskanhf.org/get-involved/programs/adultswithbleedingdisorders.html
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Needs Assessment 

https://www.nebraskanhf.org/get-involved/event-calendar.html
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Couple’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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FAB: Females and Bleeding Conference 
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Teen Update 

We have been gearing up for a great year of teen programming at the Nebraska Chapter. The 

YETI (Youth Effectively Transitioning to Independence) conference was held in February at 

Camp Collins in Oregon. YETI is an experiential weekend that provides connections for youth 

within the bleeding disorder community. This year program manager, Sarah Arrieta, was 

joined by Teen Council member, Nicolas Quiroz, and HTC social worker, Kylie Meyer. Togeth-

er they discussed current challenges that young people with bleeding disorders are faced with, 

and made plans for future programming at the chapter. Our teen participant, Nicolas, has 

agreed to take on a leadership role in teen programming and the Teen Council, and we are re-

ally looking forward to see what exciting things he will do in the future.  

 

To be considered to participate in the Yeti conference, youth must be between the ages of 14—

20 and be an active participant in teen programming and the NENHF Teen Council. Youth 

will experience a weekend at Camp Collins in Oregon as part of the Oregon Teen PEAK 

(Providing Education, Advocacy and Kinship) program. Teens that attend should be willing to 

contribute to the design and creation of future teen programming. For more information about 

this program or the Teen Council, please contact Sarah Arrieta at sarrieta@hemophilia.org or 

(402)889-0572.  
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Bleeding Disorders Conference Travel Grants 

Every year the Nebraska Chapter sends members of our community to NHF's Bleeding Disor-

ders Conference. This year the meeting will be held in Washington DC from August 17th-19th. 

If you are interested in attending, the deadline to fill out the application is May 15th, 

2023! Please keep in mind that the grant may not cover all the expenses that go along with this 

trip. A committee will determine who we will send and how much of the budget will go to each 

family or individual chosen. Preference will be given to families who have not attended the 

meeting before.  

 

The 75th Annual Bleeding Disorders Conference (BDC) will take place from August 17 to 19, 

2023 at the Gaylord National Resort & Convention Center in National Harbor, Maryland. Lo-

cated on the historic Potomac River and within short distance of national landmarks in nearby 

Washington, DC, this will be the perfect setting for BDC 2023 as we mark our 75th anniversary 

and embark on a new phase for our organization and bleeding disorders community. 

This 75th anniversary edition of the Bleeding Disorders Conference will be a momentous cele-

bration for our community. Join us for three days of educational sessions, exploring the exhibit 

hall, and spending time with the incredible bleeding disorders community. 

 

Each year the Chapter will send 1-2 staff and one board member to the conference. The remain-

ing number of travel grants will be awarded based up the amount the Nebraska Chapter has 

allotted in their yearly budget, and this amount is discussed and approved by the Advisory 

Board of Directors. 

 

Travel Grants will be awarded in the following amounts: 

       Families of 1-4 - $1500  |  Families of 5-8 - $2500 

 

Preference will be given to applicants who are 1st Time Attendees  (those who have never at-

tended a National Conference), to applicants who did not attend the National Conference the 

previous year, and who are actively involved in Nebraska Chapter activities. 

 

Fill out the application at https://www.surveymonkey.com/r/2G6NL9P 

due May 15, 2023 

https://www.surveymonkey.com/r/2G6NL9P
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Ask a Social Worker: Dealing with your Child’s School 

Dear Ashley and Lucy, 

My child’s school downplays my concerns about care and preparedness for his bleed-

ing disorder in the classroom and on the playground. How do I get them to under-

stand the importance of school safety and not see me as an overly worried parent? 

 As a parent of a child with a bleeding disorder, you probably appreciate better than most the 

difficulty of keeping a healthy balance as you manage their condition. 

On one hand, overprotectiveness can lead children to be fearful or withdrawn and have less 

self-confidence. On the other hand, being too complacent about the bleeding disorder can have 

serious consequences for your child’s health and safety. 

It is for this reason that 504 education plans exist in public schools across the country. A 504 

plan is a federally mandated individualized education plan created by a multidisciplinary edu-

cational team to provide specific accommodations for a student with a chronic medical condi-

tion. The law requires that parents be included in the 504 plan’s development and have a voice 

in the accommodations given to their child. 

Preparing parents to advocate for their children in the 504 meeting is often part of the educa-

tion provided by the hemophilia treatment center (HTC) team during comprehensive clinic vis-

its. During these visits, you and the medical team can discuss suggested accommodations for 

your child. 

A letter from the treatment team to the staff at your child’s school can help increase under-

standing and awareness of bleeding symptoms and the necessary response. This letter should 

include information about the diagnosis, treatment plan, first-aid guidelines, suggestions for 

participation in activities and physical education, and emergency bleeding management. 

Many treatment centers have staff who may be able to meet with your child’s teachers and 

school nurse. This meeting may include a presentation about managing a child’s bleeding disor-

der at school. If possible, we request that every staff member who will have contact with the 

student attend the meeting. However, we have found that even a one-on-one meeting with the 

child’s teacher or school nurse can make a tremendous difference.  

Whenever asked, we also participate in the student’s 504 planning meeting. In every contact 

with the school, we emphasize that communication is key and that parents are typically the 

first point of contact when a child has symptoms at school. We also inform them that while 

most bleeding episodes that happen at school require only basic first aid, a traumatic injury in 

one of the three high-risk areas (head, neck, and stomach) is potentially dangerous and may 

require them to call 911, so the entire staff needs to be aware that there is an emergency plan 

in place.  

 

https://hemaware.org/life/back-school-what-are-ieps-and-504-plans-and-how-can-they-help-child-bleeding-disorder
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Ask a Social Worker Continued 

These interventions generally create a better understanding among the school staff, who are 

probably encountering a student with a bleeding disorder for the first time. When there is 

a plan in place and everyone feels prepared in case something happens, that sets your child up 

for success. 

As always, consult with your child’s HTC team about any questions or issues that come up that 

you are uncertain about how to handle on your own. Our goal is for children to receive the ac-

commodations they need to be successful in school, with as few restrictions on their lives as pos-

sible.  

— Ashley Parmerlee, MSW, LCSW 

Parmerlee is a social worker at the Indiana Hemophilia & Thrombosis Center in Indianapolis 

and a member of the Social Work Working Group. 

— Lucy Ramirez, MSW, LCSW  

Ramirez is a social worker at Rush Hemophilia and Thrombophilia Center in Chicago and a 

member of the Social Work Working Group. 

This article was first published in HemAware January 2023.  

Join us at our Family Education Weekend 2023 to attend a breakout on 504 plans in schools.  

https://hemaware.org/life/ask-social-worker-back-school-questions-kids-and-adults
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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 1 Page 17 


