
Welcome to the 2025 
Stakeholder Meeting!

Thank you for being here!



Agenda
• 10:00 AM – Welcome and Ice Breaker | Sarah Pilacik
• 10:10 AM to 10:20 AM – Survey Results and Collaboration | Kara Dornish
• 10:20 AM to 10:30 AM – BDSUMHAC | Kristine Tanase
• 10:30 AM to 11:15 AM – Federal Updates | Matt Delaney, NBDF
• 11:15 AM to 12:00 PM – State Updates | Kerry Lange, Milliron Goodman
• 12:00 PM to 1:00 PM – Lunch and Open Discussion
• 1:00 PM to 2:00 PM – Pennsylvania Health Law Project Presentation
• 2:00 PM to 3:00 PM – Guided Discussion and Closing



Insurance and Access 
Challenges

1.) Prior Authorizations

2.) Copay accumulators, maximizers, and alternative funding programs

3.) Coverage instability

4.) Insurance complexity

5.) Drug formulary exclusions and yearly reauthorization requirements



Deepening 
Patient & Family 
Needs

Mental Health Strain is Increasing
Financial Pressures Are Significant
Populations Needing Focused 
Support
• Young Adults 
• Older Adults



Gaps in 
Education & 
Awareness
Families need more support 
understanding:
• their insurance coverage and 

navigation
• advocacy opportunities
• less common bleeding disorders 

beyond hemophilia



Advocacy Priorities for 2026

1.) Increasing the state hemophilia line item and securing stable 
funding for all seven HTCs.

2.) Ending copay accumulators, maximizers, and alternative funding 
programs

3.) Prohibiting insurers from altering coverage or premiums mid-plan 
year.



Collaboration
Many of you expressed enthusiasm for continuing and expanding 
collaboration between the Foundations and the HTCs, including:

• Participating in legislative visits
• Assisting with grassroots advocacy
• Educating patients and families
• volunteering at events
• providing patient or family testimonials or assisting with letters, 

emails, and phone calls to lawmakers
The heart you bring to this work and your willingness to engage is 
one of our community’s greatest strengths here in Pennsylvania.



Collaboration
Community 
connection is stronger 
than ever, when 
patients, families, 
HTCs, and Foundations 
are working closely 
together.



Collaboration
Events like the PA Bleeding 
Disorders Conference and this 
annual Stakeholder Meeting have 
been highly valued for education, 
networking, and engagement.



What’s Working 
Well
Advances in treatment options, including Hemlibra and 
long-acting factor products, give providers and families 
hope.

The growing focus on women and girls with bleeding 
disorders is improving diagnosis and care.



Addressing Your Concerns  
What We’re Doing



Financial 
Stress & 
Access to 
Care

Transportation support: We 
can cover rides to and from 
doctor or HTC appointments, 
including reimbursements, 
vouchers, or rideshare services.
Please never let transportation 
costs be a barrier to care. 



Advocacy 
Opportunities
• Pennsylvania Statewide Advocacy 

Ambassador Education and 
Training - Harrisburg Hilton on 
Monday, May 4, 2026, followed by 
legislative meetings at the Capitol 
on Tuesday, May 5, 2026.

• Washington Days advocates will be 
chosen from trained Advocacy 
Ambassadors



Women, Girls, and 
People with the 
Potential to 
Menstruate 
Initiative
• Our initiative continues 

to grow:
• Over 258 school 

districts in Western PA 
have received period 
packs and educational 
resources.

• We host at least one 
outreach event per 
month, often pairing 
education with 
volunteer projects 
assembling period 
packs and nosebleed 
kits.

• We partner with school 
nurses, providing 
education virtually and 
in-person, including at 
the statewide PASNAP 
conference.



Women, Girls, and People 
with the Potential to 
Menstruate Initiative

• In Western PA 258 school districts have 
received resources.

• 88 school nurses responded to our 
survey, reporting:

• 8 students sought evaluation for a 
potential bleeding disorder after 
receiving a period pack.

• 3 students were subsequently 
diagnosed with a bleeding disorder.

• 10 students sought evaluation after 
receiving a nosebleed kit.

• 1 student was diagnosed with a 
bleeding disorder as a result.



Policy & 
Educational 
Materials

Let us know what you need! 



Thank you!!


	Welcome to the 2025 �Stakeholder Meeting!
	Agenda
	Insurance and Access Challenges
	Deepening Patient & Family Needs
	Gaps in Education & Awareness
	Advocacy Priorities for 2026�
	Collaboration
	Collaboration
	Collaboration
	What’s Working Well
	Addressing Your Concerns  What We’re Doing�
	Financial Stress & Access to Care�
	Advocacy Opportunities�
	Women, Girls, and People with the Potential to Menstruate Initiative�
	Women, Girls, and People with the Potential to Menstruate Initiative�
	Policy & Educational Materials�
	Thank you!!

