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NEWS

Session Overview
The Comprehensive Care Sustainability Collaborative (CCSC), led by NBDF over the last decade, was developed to  
support the sustainability of the integrated comprehensive model of care and strives to improve patient access. Join us  
for this unique session to get an update on the latest threats to care delivery and learn what your HTC can do to  
address barriers to access. The session will also feature HTC/payer panel discussions to better understand perspectives 
from various stakeholders and offer solutions to improve patient access to care. 

Who Should Attend
HTC Providers and Chapter Leadership

Features
•  Updates on Current Threats to Care Delivery from Kollet Koulianos-Barkhouse, MBA

•  Speed round of interviews between HTC and Payer Experts 

	 • �Topic 1: Consequences of delays in access to care

	 • ��Topic 2: Employer perspective on Alternative Funding Models

	 • ��Topic 3: Presenting the HTC Value Story to the Payer

	 • ��Topic 4: Hemophilia Alliance and NBDF Collaboration to Address Current Threats to Care Delivery

•  Handouts/key resources will be distributed to bring back to your HTC

REGISTER

REGISTER

https://na.eventscloud.com/website/64934/home/
http://hospalliance.org/wp-content/uploads/2022/08/Best-Practices-The-Health-System-Specialty-Pharmacy-Integrated-Care-Model-Delivering-Patient-Centric-Care-HERO-Committee_8.24.2022.pdf
https://na.eventscloud.com/website/64934/home/
http://hospalliance.org/wp-content/uploads/2022/08/Best-Practices-The-Health-System-Specialty-Pharmacy-Integrated-Care-Model-Delivering-Patient-Centric-Care-HERO-Committee_8.24.2022.pdf


CCSC conducted a survey in March 2024 to Impact Education, LLC’s 
managed care network consisting of health care executives, medical and 
pharmacy directors, and other experienced individuals in managed care.  

In June 2024, CCSC hosted its 11th annual advisory board meeting in Aurora, CO. 13 HTC experts and 8 payer experts 
attended the 1-day meeting to:
	 •  �Review current funding trends related to access, affordability, and sustainability of the HTC’s integrated 

comprehensive care model and the unintended consequences of these trends
	 •  �Discuss trends in marketplace plans and managed Medicaid that link to opportunities for HTCs by 

capitalizing on the medical home model 
	 •  �Identify multistakeholder tactics to address unintended consequences of payer trends in the  

management of inherited bleeding disorders
	 •  �Review new CCSC resources to provide value to HTCs

The meeting’s sessions included an overview of CCSC 2024 payer survey data, a CCSC status update, and a 
presentation on trends and opportunities for HTCs with marketplace plans and managed Medicaid. Panel discussions 
addressed capitalizing on the medical home model for HTCs to gain influence with payers, funding updates and 
implications for bleeding disorders, and strategies to foster collaboration between providers, payers, and purchasers. 

The advisors reviewed new CCSC resources developed as an output of the 2023 advisory board meeting and provided 
their feedback. Prior to the close of the meeting, payer and provider advisors broke out into separate work group 
sessions to brainstorm concepts for facilitating enhanced collaboration in 2025 and beyond. 

Key takeaways and highlights from the meeting’s sessions follow:
	 •  �Data and messaging must continue to demonstrate specific components of HTC-derived value to  

payers, including reduction in hospitalization rates, ER visits, optimizing the use of clotting factor,  
minimizing waste, appropriate dosing, and adherence to treatment plan

	 •  �Outreach and education should continue to arm centers with knowledge and best practices in  
dealing with alternative funding programs (AFPs)

	 •  Steps should be taken to grow payer and HTC involvement in CCSC
	 •  Medicaid plans represent a key target for intervention and outreach to drive HTC network inclusion
	 •  �340B certification and patient-centered medical home (PCMH) accreditation have many overlapping 

characteristics that would allow centers to apply for both distinctions 
	 •  �Opportunities exist for HTCs to leverage value-based contracts and accountable care organization  

(ACO) models, which are attractive to payers
	 •  �Opportunities exist for HTCs to develop relationships with smaller PBMs without in-house  

specialty pharmacy programs (SPPs)
	 •  �Opportunities for “gold carding” HTC providers to overcome the burdensome and complicated  

prior authorization process

Through CCSC, NBDF is uniquely positioned to help forge relationships between payers and providers to accomplish 
these goals. The Executive Summary is available upon request: ccsc@impactedu.net. 

The highlights are now available: Payer Survey Results Infographic

Hearing from the Experts Key Takeaways from the CCSC Advisory Board Meeting

NEW! 2024 CCSC PAYER SURVEY RESULTS

http://hospalliance.org/wp-content/uploads/2022/08/Best-Practices-The-Health-System-Specialty-Pharmacy-Integrated-Care-Model-Delivering-Patient-Centric-Care-HERO-Committee_8.24.2022.pdf
https://ccschemo.com/wp-content/uploads/2024/07/Payer-Survey-Highlights2024.pdf


Need CCSC’s Help?

Not a CCSC Member Yet?

Spotlight on New Resources

Check out the new Email Hotline on CCSCHemo.com  
to report any patient access issues you are seeing or if 
you need help navigating care access for your patients  
or members. 

You can also reach out to CCSC directly with any 
questions regarding access issues for people living  
with inherited bleeding disorders in your community.

Join today at CCSCHemo.com

NBDF encourages you to join CCSC to gain insights from clinician bleeding disorders experts  and payer opinion 
leaders, access useful management tools and resources, and advance your collaboration with HTC providers and 
purchasers of healthcare. 

CCSC is supported by charitable donations from founding supporter Takeda, and additional 
support from BioMarin, Biotechnology Innovation Organization, Bleeding & Clotting Disorders 
Institute, CSL Behring, Genentech, Inc., Gulf States Hemophilia and Thrombophilia Center, 
Louisiana Center for Bleeding and Clotting Disorders, Sanofi, and Spark Therapeutics.

Copay Accumulator Adjustment Program (CAAP) Outreach is supported by AbbVie, Inc.

© 2024 National Bleeding Disorders Foundation.  All Rights Reserved.

In Partnership with Provided by

To access available resources developed by CCSC or find out  
how you can get involved, please visit CCSChemo.com.

ccsc@impactedu.net 

     Fact Sheet for Payers

Download this overview 
of the value of Hemophilia 
Treatment Centers to improve 
care and outcomes to share 
with Payers

HTCs provide high-quality, expert care for bleeding disorders, which can result  
in improved outcomes and reduced overall costs for payers.

The HTC Integrated Care Model

HTC Care is Associated with Evidence-based Treatment Strategies...

The Value of Hemophilia Treatment 
Centers (HTCs) for Payers

HTCs are federally recognized comprehensive care facilities featuring multidisciplinary teams of experts in the care of  
patients with bleeding disorders; staff spend a majority of their time caring specifically for these patients1

*Non-HTC provision of factor may include delivery via specialty pharmacies or infusion in the hospital outpatient setting

HTC Non-HTC* Total

CHARACTERISTIC N  
(total = 575) % N  

(total = 129) % N

TREATMENT

Episodic 354 61.9 36 27.9 390

Prophylaxis 190 33.2 11 8.5 201

Immune Tolerance 7 1.2 1 0.8 8

Unknown 21 3.7 81 62.8 102

Self Administered 350 60.9 16 12.4 366

Key features:
 •   Expertise in coagulation disorders
 •   Development and provision of individual  

treatment plans

 
 •   Preventive medicine
 •   Access to multiple healthcare disciplines
 •   Patient-centered, optimal care

...Improved Outcomes

Patients Receiving Care at an HTC Show 40%  
Reductions in Mortality and Hospitalization3,4
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...and Reduced Resource Utilization

A higher proportion of patients treated in the HTC setting engage in guideline-recommended prophylaxis  
and self-administered treatment:2 

    CCSC Print-ready Poster

Print this pop up sign to share 
the benefits of CCSC at your 
local events

Presented By

CCSC is supported by charitable donations from founding supporter 
Takeda, and additional support from BioMarin, Biotechnology Innovation 
Organization, Bleeding & Clotting Disorders Institute, CSL Behring, 
Genentech, Inc., Gulf States Hemophilia and Thrombophilia Center, 
Louisiana Center for Bleeding and Clotting Disorders, Sanofi, and Spark 
Therapeutics. Copay Accumulator Adjustment Program (CAAP) Outreach is 
supported by AbbVie, Inc. 

© 2024 National Bleeding Disorders Foundation.  All Rights Reserved. 

CCSC Works with HTCs to:

Ask how CCSC can help improve access to care

Access CCSC Resources and Tools

Promoting the HTC integrated care model and 
enhancing payer engagement to improve  

access for the bleeding disorders community

Strengthen your engagement with payers by 
communicating the value of HTCs

Understand what motivates payers to make 
network inclusion and exclusion decisions

Identify data that quantify the value  
of the integrated care model

    HTC Fact Sheet

Download this fact sheet 
to learn more about 
the benefits of CCSC 
participation for HTCs

Numerous Factors Threaten HTC Sustainability and Revenue Opportunities

Changes in Market Trends

CCSC: A Hemophilia Quality Improvement and Cost Management Initiative  
Sponsored by National Bleeding Disorders Foundation

Benefits of CCSC Participation for HTCs

The Comprehensive Care Sustainability Collaborative (CCSC) is aimed at promoting 
the HTC integrated care model and augmenting the sustainability of HTCs via  
enhanced connectivity with payers.

340B FundingSpecialty Pharmacy
Network Exclusion

Evolving
Reimbursement

Models
Gene Therapy

HTC
Sustainability

While many HTCs depend on 340B program revenue from the sale of clotting factor replacement products to maintain and 
grow their integrated care programs, in recent years, it has become more challenging to access specialty pharmacy  
contracts due to current trends including:

 •   Factor coverage is shifting from the medical to the pharmacy benefit, limiting participation in agreements 
 among certain HTCs

 •   Increased vertical integration, such as PBMs acquiring their own specialty pharmacies and working with plan  
sponsors to set up narrow networks for distribution of high-cost specialty drugs

 •   CCSC was formed in 2014 with a prominent group of HTC directors, clinicians, and administrators along with  
payer/managed care medical and pharmacy directors

 •  The goal of CCSC is to augment the sustainability of HTCs through the following:

Overcome communication gaps to increase connectivity between payers, purchasers, and providers

Improve the recognition of HTC-derived value

Broaden access to extensive hemophilia-related outcomes data from HTCs

Obtain advanced analytics on a rare, high-cost disease and gain insight on actionable best practices

Disseminate rigorous standards of care, quality, and cost management for hemophilia

PBM: Pharmacy Benefit Manager

     HTC Quick Guide

Download this HTC quick 
guide to alternative funding 
and copay-centered payer/
purchaser initiatives

HTC Quick Guide to Alternative Funding and  
Copay-Centered Payer/Purchaser Initiatives*

CCSC is supported by charitable donations from founding supporter Takeda, and additional support from BioMarin, Biotechnology Innovation Organization, 
Bleeding & Clotting Disorders Institute, CSL Behring, Genentech, Inc., Gulf States Hemophilia and Thrombophilia Center, Louisiana Center for Bleeding and 
Clotting Disorders, Sanofi, and Spark Therapeutics. Copay Accumulator Adjustment Program (CAAP) Outreach is supported by AbbVie, Inc.                                                                                                                           
Copyright 2024 © National Bleeding Disorders Foundation. All rights are reserved.  

*As of May 2024
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Strategy Description Stakeholder/Role       Cost-Shift        Unintended Consequences       Trend 

Alternative  
Funding  
Schemes

Behind-the-scenes 
companies help health 
plan sponsors take 
advantage of drug 
manufacturer patient 
assistance programs 
to provide specialty 
medicines to patients  
for free

Operated by third-party organizations  
or outside vendors who retain as much  
as 30% of the savings

Used by plan sponsors, usually 
employers who fund their own  
health coverage

Although insured beneficiaries have  
paid premiums that include drug 
coverage, plan sponsor excludes 
coverage of certain specialty drugs 
and the outside vendor helps patients 
circumvent traditional coverage via 
assistance programs

Plan sponsors no longer 
have to pay for medicines, 
shifting the cost to the drug 
manufacturer, who may 
rescind patient assistance 
when they are aware of the 
third party intervention

Eligible members may 
also drop their commercial 
coverage and enroll in 
Marketplace or Medicaid 
plans

Patients may have to wait a 
substantially longer amount of time 
to obtain necessary treatments, 
resulting in adverse consequences 
and emergency service utilization

Increasing 
adoption since 
2020

Copay  
Accumulator  
Adjustment  
Programs  
(CAAPs)

Value of a 
manufacturer’s copay 
support/assistance 
contribution is excluded 
from the patient’s  
annual deductible and  
out-of-pocket maximum 
obligations

Operated by PBMs or the health plans 
themselves

Used by health plans

Reduce the plan’s expense 
by shifting a greater share 
of prescription costs 
to patients and 
manufacturers 

Plan effectively captures 
the value of two deductibles

Patients may face unmanageable 
costs, as they do not reach their 
deductible and must pay out-of-
pocket throughout the benefit year; 
Emotional distress can occur when 
the changes are made with little to  
no notice from their insurer

Financial burden may lead patients  
to forgo medication use or seek care  
in the high-cost emergency and  
hospital settings

Adoption has 
plateaued

Copay  
Maximizers

Patient’s out-of-
pocket obligations 
are set to equal the 
maximum value of 
a manufacturer’s 
copayment program

Operated by PBMs or the health plans 
themselves and used by the health plan 

Plans must deem certain specialty drugs 
to be “non-essential health benefits;” 
these drugs are still covered by the plan 
but not subject to the ACA requirements 
and can be removed from the out-of-
pocket maximums required by the ACA 

To avoid high costs, the patient must 
enroll in a separate copay maximizer 
program 

Reduce the plan’s cost 
by shifting drug costs to 
manufacturers; Maximum 
value of copay assistance is 
applied evenly throughout 
the benefit year

Typically shield patients 
from significant (or any)  
out-of-pocket exposure

Patients avoid some of the  
adherence and affordability problems 
of accumulators but may still face  
greater financial burden and 
administrative burden navigating 
insurance issues

Adoption is 
increasing and 
has overtaken 
that of CAAPs

https://ccschemo.com/
https://ccschemo.com/wp-content/uploads/2024/08/Value-of-HTCs-for-Payers.pdf
https://ccschemo.com/wp-content/uploads/2024/08/HTC-CCSC_Poster2024.pdf
https://ccschemo.com/wp-content/uploads/2024/08/HTC-Fact-Sheet.pdf
https://ccschemo.com/wp-content/uploads/2024/08/HTC-Quick-Guide-to-Alternative-Funding.pdf

