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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.  

 
The material in this newsletter is 
provided for your general infor-
mation 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 cases  
recommends that you consult your  
physician or local treatment center 
before pursuing any course of treat-
ment. 

 

2024 Events 

 

New Parent Information Group 
Omaha, Nebraska  

July 20th 
 

Infusion: Bloody Mary Mix-Off 
Omaha, Nebraska 

July 28th 
 

Family Camp 
Ashland, Nebraska 

August 9—11th 
 

Men’s Retreat  
Platte River State Park 

, September 6—8th 
 

Family Education & Unite Walk 
Weekend 

Omaha, Nebraska 
 

FAB Conference 
Margaritaville, Missouri 

October 11—13th 
 

Harvest Festival 
Roca, Nebraska  

October 19th 
 

New Parent Information Group 
Lincoln, NE December 7th 
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Advocacy Update 

 

A Note from former Program Manager, Sarah Arrieta 
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Advocacy 2023 

https://www.nebraskanhf.org/get-involved/programs/family-camp.html
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Adults With Bleeding Disorders Conference 
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Needs Assessment 
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Couple’s Retreat 
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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@bleeding.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 

NENBDF will co-host a Women’s Retreat with Midwest He-

mophilia Association, Gateway Hemophilia Association, and 

Hemophilia of Iowa, for women 18 and older with a bleeding 

disorder, carriers, spouses of a person with a bleeding disor-

der, and parents of a person with a bleeding disorder . Par-

ents must live in the same household. Attendees must be a 

member and live in one of the 4 chapter’s service areas.  

The retreat will be held October 11-13, 2024 

at Margaritaville Lake Resort, 494 Tan Tar A Dr., Osage 

Beach, MO 65065. The focus of the conference will be educa-

tion, personal growth, and networking. Sessions will focus on 

bleeding disorders, treatment options and relaxation! 

There is a non-refundable $20 registration fee, which in-

cludes your room, meals during the conference, and confer-

ence materials. The deadline for registration and pay-

ment is September 9! 

Register at 

https://gatewayhemophilia.org/events/regional-

midwest-womens-retreat/ 

https://gatewayhemophilia.org/events/regional-midwest-womens-retreat/
https://www.margaritavilleresortlakeoftheozarks.com/
https://gatewayhemophilia.org/events/regional-midwest-womens-retreat/
https://gatewayhemophilia.org/events/regional-midwest-womens-retreat/
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Teen Program Update 
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Youth Effectively Transitioned to Independence (YETI)  
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Bleeding Disorders Conference Travel Grants 
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Coverage Denied: The Growing Problem of Formulary Restrictions 

When health insurers stop covering medications, patients and families have to 

scramble for solutions. (Featuring Nebraska’s Romans Family) 

By Lisa Fields– Hemaware 2024 

 For many years, Rodney Dalrymple, of Booneville, Mississippi, has managed his severe hemophilia A 

with a factor product that he infuses daily. In November 2023, he was shocked to hear that his health 

insurance company’s pharmacy benefit manager (PBM) wouldn’t cover his medication anymore. The on-

ly product that it would pay for, Dalrymple learned, is one that he doesn’t feel comfortable taking. 

Dalrymple’s hematologist appealed to the PBM on his behalf and even had a peer-to-peer meeting to 

discuss the benefits of Dalrymple staying on his current medication, but the requests were denied. Dal-

rymple told the PBM that he’d be willing to switch to another factor VIII drug, but he hasn’t been of-

fered an alternative. As his factor supply dwindles, Dalrymple is uncertain about his prospects and 

growing anxious about his treatments. 

“I’ve been skipping days to try to stretch and manage my factor, but I’m running out,” he says. “My an-

kles have been bothering me, and I’m worried that I could start having more bleeds. Or in the situation 

of an accident, I wouldn’t have any factor on hand. It puts me in a really bad situation. I don’t know 

what I’m going to do.” 

Dalrymple’s situation isn’t isolated. In recent years, a growing number of PBMs — third-party compa-

nies that function as intermediaries between insurance providers and pharmaceutical manufacturers — 

have removed many medications from their lists of prescription drugs that they will cover, known as 

formularies. These formulary restrictions can limit patients’ access to specific brands of medications — 

or in this case, particular brand-name clotting factors that people need to help them manage their 

bleeding disorders. 

“It can be very disturbing to our practice, and to our relationship with the patient,” says Maissaa 

Janbain, M.D., director of the Louisiana Center for Bleeding and Clotting Disorders and an associate 

professor of hematology and oncology at Tulane University School of Medicine. “This is a problem that 

is going to come up more and more, now that there are so many products that are completely different.” 

A Cost-Cutting Measure 

When insurance companies’ PBMs adjust their formularies, it’s often to remove very expensive medica-

tions and replace them with cheaper generic alternatives. Because the majority of biopharmaceutical 

products used to treat or manage bleeding disorders are quite costly and have no generic versions, some 

have been restricted from formularies. 

“We understand the importance of managing costs and keeping the bottom line down, but that can’t 

come at the expense of a patient’s health, well-being, or their life,” says Nathan Schaefer, senior vice 

president of public policy and access for the National Bleeding Disorders Foundation (NBDF). “They’re 

limiting access to the medication that a physician and the patient have determined is most appropri-

ate.” 

In 2023, CVS Caremark, one of the country’s largest PBMs, removed all standard half-life products for 

people with hemophilia B from its 2024 formulary. Before that, BlueCross BlueShield of Tennessee re-

moved at least 17 treatments for bleeding disorders from its 2023 formulary. 
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Formulary restrictions have been increasing for more than a decade, according to research published in 

March 2024 in the journal Health Affairs. In 2011, Medicare Part D plans excluded 20.4% of medications 

from their formularies. In 2020, the number of Medicare formulary exclusions rose to 30.4%. The study 

found significantly more restrictions for brand-name medications, which are pricier than generic drugs, 

but generics were also restricted. 

PBMs don’t often share details about the internal processes that lead to decisions on formulary re-

strictions. “They tell you, ‘We run it by our experts.’ Who are your experts?” Janbain says. 

“As individualized therapeutic approaches are encouraged, these decisions need to be left to the clinician 

who knows the patient well and not be imposed as a formulary by the company,” she says. 

After CVS Caremark removed standard half-life products from its formulary, Schaefer asked the compa-

ny to explain its decision, but he didn’t get specifics. 

“They indicated that they have an expert panel that advises what gets onto the formularies and what 

does not,” he says. “I asked them if they could share with me who those panelists are, and they declined 

to provide that information but indicated that there is hematology expertise represented on their panel.” 

Potential Long-Term Repercussions 

Hematologists and bleeding disorders advocacy groups worry that formulary restrictions could negative-

ly affect patients’ health. When someone responds well to a medication, they typically remain on it long 

term. But formulary restrictions may require people to switch drugs unless they can pay out of pocket, 

which isn’t typically feasible. 

“If a patient is stable on a particular factor medication, we usually recommend staying with that factor 

medication for as long as possible,” says Kaitlin Rigsby, R.N., a specialty nurse at the Arkansas Center 

for Bleeding Disorders at Arkansas Children’s Hospital in Little Rock. “When you switch factor medica-

tions, you can run the risk of developing an inhibitor.” 

While awaiting a PBM’s approval for a nonformulary drug, patients may be nonadherent, causing gaps 

in their care. Others may not respond well to factor listed on a formulary. Both scenarios can be prob-

lematic. 

Schaefer says that while formulary restrictions may appear to save money in the short term, they can 

end up leading to much higher costs. 

“A person could very well end up in the emergency room,” he says. “If they’ve got permanent joint dam-

age, they could have very expensive interventions that they require for years after the actual episode. 

We have to consider the patient’s health and well-being for the rest of their life.” 

Continue reading this article online at: 

https://hemaware.org/increase-of-formulary-restrictions-is-problem 

 

https://www.healthaffairs.org/doi/10.1377/hlthaff.2023.00999?url_ver=Z39.88-2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub++0pubmed
https://www.healthaffairs.org/doi/10.1377/hlthaff.2023.00999?url_ver=Z39.88-2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub++0pubmed
https://hemaware.org/increase-of-formulary-restrictions-is-problem
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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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