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Live Captioning
Select CC CLOSED CAPTIONING in Zoom or

Click the link in the chat to view captions
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We are offering live captioning for this webinar. You can access the captions by selecting the “closed captioning” button at the bottom of your zoom screen OR click the link in the chat to view captions. 

If you are having any technical issues, please enter them into the Q&A we will try to assist you.




Ask Questions!
We look forward to a lively discussion with our audience.

Submit your questions through the Q&A.
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We want this to be an engaging conversation and encourage all attendees to submit questions in the Q&A box. We will try to get to as many as we can today. 



National Health Systems Research Agenda for CYSHCN

• Children and Youth with Special Health Care Needs National Research Network 
(CYSHCNet) 5-year Cooperative Agreement with the Maternal and Child Health Bureau 
(MCHB), Health Resources and Services Administration

• Rationale for a Research Agenda:
 CYSHCN are a prevalent and growing population
 Outcomes are static, despite:

o Well-articulated Core Outcomes (MCHB) and System Standards
o Substantial research with CYSHCN

• Aspiration of the Research Agenda:
 Better integrate and prioritize family priorities
 Focus efforts of investigators and stakeholders to drive outcome improvements



Development of a National Research Agenda

RAND/UCLA 
Appropriateness 

Method (RAM) 
priority-setting

Additional 
stakeholder input 

with families, 
clinicians

6 broad areas and 
refined research 

questions

Research Areas
Transitions of Care
Caregiving at Home
Principles of Care
Child Health Care

Family Health
Financing



CYSHCN and health care financing

• Higher utilization = higher costs

• Often require services from a complex health care system
o Robust care coordination is required

• Challenges in adequacy, affordability, and continuity of coverage create family 
financial hardship

• Providers expend significant time and effort on essential but un- or under-reimbursed 
care 



Spending on health care for CYSHCN

• The 20% of children who have special health care needs comprise approximately 
50% of pediatric health care spending

• Less than 1% of children, those with complexity, comprise up to 33% of those 
expenses

Sources: Davis K.  Statistical brief #343: Health care expenses and utilization for children with special health care needs 2008: Estimates for the U.S. civilian noninstitutionalized population.  Agency for 
Healthcare Research and Quality.  Available at: https://www.meps.ahrq.gov/data_files/publications/st343/stat343.shtml. 
Berry JG, Hall M, Neff J, et al. Children with medical complexity and Medicaid: spending and cost savings. Health Affairs. 2014;33:2199–2206. Available at: https://doi.org/10.1377/hlthaff.2014.0828.



Access to public insurance offers better quality coverage

Table 1: Parent report of insurance coverage of CYSHCN and non-CYSHCN 
that is both adequate and continuous, by % of the Federal Poverty Level (FPL)

Source: Schiff, J., Manning, L., VanLandeghem, K., Langer, C., Schutze, M. & Comeau, M. (2022). Financing Care for CYSHCN in the Next Decade: Reducing Burden, Advancing Equity, and Transforming 
Systems.  Pediatrics 149 (Supplement 7).



Public insurance reduces family financial hardship

Table 2: Trends in Coverage for CYSHCN, 2016 – 20

Source: Schiff, J., Manning, L., VanLandeghem, K., Langer, C., Schutze, M. & Comeau, M. (2022). Financing Care for CYSHCN in the Next Decade: Reducing Burden, Advancing Equity, and Transforming 
Systems.  Pediatrics 149 (Supplement 7).
Source: Schiff, J., Manning, L., VanLandeghem, K., Langer, C., Schutze, M. & Comeau, M. (2022). Financing Care for CYSHCN in the Next Decade: Reducing Burden, Advancing Equity, and Transforming 
Systems.  Pediatrics 149 (Supplement 7).



Increasing value in health care spending 

• Alternative payment models (APMs) = increased value?

• Continuum of payment mechanisms aimed at increasing value
o Fee-for-Service (FFS)

 Providers get paid for what they do, regardless of outcome

APM
o Pay-for-performance (P4P)

 Providers get paid a little more for designated outcome improvements

o Bundled Payments
 A lump sum to cover an “episode of care” 

o Capitation
 One amount for each patient’s total care – provider risk 



Value and the care of CYSHCN

• Studies using APMs for pediatric patients to date can show
o Decreased costs and/or;
o Increased quality and/or;
o Increased family satisfaction

• Questions about generalizability of findings
o Specific settings
o Small numbers

• Wide variation across payers and states

• Underdeveloped consensus measures of quality



Research questions

• 2017-18 RAND/UCLA Appropriate Method (RAM) prioritized topics of focus
o Payment model -> quality of care
o Return on investment for care coordination
o Value outcomes that are meaningful to stakeholders

• Literature review and gaps in knowledge
o Wide variation in current scope and models of practice
o Underdeveloped quality and outcome measures
o No consensus on appropriate constructs and paradigm of care

• Describe existing practices
o Range of outcomes
o Feasibility
o Next steps



Payment models, quality of care, and CYSHCN well-being

• Descriptive study of alternative payment mechanisms
o 5-8 case studies
o Accompanying payment models

• Provide recommendations for pilot projects
o Risk stratification
o Selection of variables

• Crosswalk of defined needs and payment models



Return on investment for care coordination for CYSHCN

• Quantitative study using population data set

• Expansive definition of care coordination
o Consider use of care mapping

• Independent variable = care coordination using expansive definition
o Outcome variables = costs, utilization, service
o Especially valuable in an integrated system and across systems, e.g. educational



Determining which value outcomes are most meaningful

• Qualitative study defining VALUE
o Ranked choice method

• Varied groups – parents, providers, payers, educators, disability groups

• Human-centered design facilitated approach

• Define what is “right” that is not currently captured in health system data



Proposed alternative value-based payment methods need:

• Define the population
• Describe what model of care coordination we are paying for
• Determine how to measure quality
• Describe a payment that incrementally builds the model

All this to translate to an implementable incremental system

Quantify!



From a payer perspective 

• Avoid misplaced precision
o Need numbers that are good, not perfect

• A sound construct for the model

• Measures for both outcomes and process of care

• Involvement and ownership across a broad swath of health and other sectors
o Starting with families, youth and children

• Need the next incremental step



Using our research dollars wisely

• Do we co-create research with families?
o With Medicaid?

• Can we scale up what we test?

• Can we start to see research as a continuous quality improvement process?

• Who should fund research from dissemination to implementation?



Ask Questions!
We look forward to a lively discussion with our audience.

Submit your questions through the Q&A.

Presenter
Presentation Notes
We are now going to open up the webinar for questions from the audience. Please enter your questions into the Q&A box.
While we’re waiting to hear from the audience, I’ll get the discussion started with a few questions…




Presenter
Presentation Notes
That’s all the time we have for questions today. 
 
I encourage you to visit the Lucile Packard for Children’s Health website to learn more about their work with children with special health care needs and access resources.
 
Thanks to everyone for joining us today. We hope you found the discussion informative. Have a great day!
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