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Project Origins: C-TAC-CAPC 2023 Summit

• Mapping allows leaders to comprehend the landscape of 

palliative care; assess the need and capacity of care 

providers in a given state

• Environmental scans help identify the various ways that 

palliative care is delivered
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Several Initiatives Completed or Underway

https://www.chcf.org/publication/palliative-care-
california-narrowing-gap/#related-links-and-downloads
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https://civhc.org/programs-and-services/palliative-
care/palliative-care-in-colorado/
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https://www.capc.org/
mapping-community-
palliative-care/
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https://www.palliativeq
uality.org/
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https://www.capc.org/provider-directory/

https://getpalliativecare.
org/provider-directory/
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Challenges in Tracking Care for SI

• No universal agreement on core features

• No clear denominator for community based palliative care

• Survey development and administration is costly

This is not a comprehensive list of challenges.
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Partial Solution: Survey Template

• Identify core themes across previously administered surveys

• Reduce the opportunity cost of developing a draft survey for 

new states undertaking this work

• Increase alignment with other states
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• C-TAC-CAPC Summit State Pre-ConferenceOctober 2023

• C-TAC State Coalition Call: Review pre-summit session takeawaysNovember 2023

• C-TAC State Coalition Call: Confirm interest in state template, plan 
workgroupJanuary 2024

• Thematic analysis of existing survey materialsFebruary-May 2024

• Survey Workgroup Meeting #1 – summarized findings and gathered initial 
feedback May 2024

• Survey Workgroup Meeting #2 – reviewed draft templateJuly 2024

• Survey Workgroup Meeting #3 – reviewed final draft template

• C-TAC National Leadership Summit 2024October 2024
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Priya Raja, MD MPH
Palliative Care Physician & Assistant Professor of 
Clinical Medicine at New York Presbyterian-Lower 
Manhattan Hospital/Weill Cornell Medical Center

Physician Fellow, Hospice and Palliative Care, Mt. 
Sinai (2022-2024)

Rachael Heitner, MPH
Associate Director, Research 
and Insights
Center to Advance Palliative 
Care
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C-TAC Team/Workgroup Participants

Marisette Hasan, BSN, RN
Vice President, Community Action 
& Policy
Coalition to Transform Advanced 
Care (C-TAC)

• Jennifer Ballentine
• Ellen Byrne
• Nichole Davis
• Kari Degerness
• Jennifer Driscoll
• Jeannette Koijane
• Michele Snyders
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Guiding Questions

• Why are we collecting this information? What kind of information do we need 

to know?

• What are we trying to achieve with this survey? What is the purpose of this 

survey?

• Who are the target participants for this survey?

• Who are the target audiences for the survey data?

• What types of data are integral to advocating for and implementing a 

Medicaid palliative care benefit? (may vary by state)
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Thematic Analysis

• Program basics: contact information, location, capacity, NCP Guideline 

adherence, financing structure

• Care settings: in what setting(s) is care being delivered

• Patient characteristics: program eligibility criteria, demographic information, 

diagnoses

• Structure and process: organizational and staffing structure, service provision

• Monitoring and quality outcomes: metrics to track quality of care, quality 

improvement initiatives

https://www.nationalcoalitionhpc.org/ncp-guidelines/
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Survey Purposes

• Inform public policy

• Inform payers and referral sources about access/available 

supply

• Inform the public where to go for help

• Assist surveyors and regulators in ensuring quality



19

Challenge/Decision Points

• Matching survey to audience need

• Estimating current vs. future capacity

• Multiple care settings

• Overlap with existing national surveys

• Comprehensive tool – customization and completion burden

• Need for supplemental implementation materials
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Final(ish) Draft

• Minimum viable product

• Freely available

• Supplement to PCQC and the Palliative Care Provider 

Directory
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Domain 1 – Program Information

• Subsection 1: Respondent Information

• Subsection 2: Program Information

o Administrative home

o Contact information

o General patient population

o Clinician employment

o Funding sources

Admin Home

Palliative 
Care Program

Setting
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ACME 
Hospital

Adult 
Palliative Care

In-Home Care Hospital

Pediatric 
Palliative Care

ACME Hospice

Palliative Care 
Program

Patient’s Home Office/Practice LTC Facility
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Domain 2 – Care Settings

• Subsections for each setting:

o Hospital

o Outpatient, Office Practice, or Clinic

o Patient’s Home

o Long-Term Care Facility

• Consistent items collecting:

o Patient volume

o Eligibility criteria

o Telephone support
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Domain 3 – Structure and Process

• Subsection 1: Service Delivery

o Licensure type(s)

o Management model

o Palliative care services

• Subsection 2: Staffing Structure

o Head count and FTE

o Number with specialty palliative 

care certification
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Domain 4 – Monitoring and Quality 
Outcomes 

• Quality measures collected

• Participation in other registries or data collection efforts

• Program certification – current or planned
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In Progress – “Cheat Sheet”



27

Implementation Considerations – 
Beyond Initial Scope

• Funding

• Customization

• Survey Messaging

• Rolling Out

• Data Collection and Analysis
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Breakouts/Template Worksheet

• What is your interest in the state palliative care survey?

• Do you have questions/need additional clarification on any of 

the items?

• What supplemental resources would be beneficial as you 

implement this survey?

• Any other feedback?

Please return these worksheets to me!



Report 
Back



30
Email Stacie Sinclair (stacie.sinclair@mssm.edu) for access
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Final Thoughts

• Opportunity to review previous palliative care surveys

• Template survey can help harmonize data collection efforts, 

reduce the opportunity cost for states with fewer resources

• Template is the tip of the iceberg
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BRIEFING: The 2024 Serious Illness 
Scorecard (December 10, 4:30-5:30pm ET)

The new Scorecard reviews each state’s 

readiness and capacity to meet the needs of 

people living with a serious illness, and their 

families and caregivers. This briefing will 

highlight national trends and provide practical, 

actionable recommendations for state 

policymakers, palliative care champions, and 

advocates to improve care within their own state 

or organization.

https://www.capc.org/events/webinars/briefing-americas-readiness-to-meet-the-
needs-of-people-with-serious-illness-the-2024-serious-illness-scorecard/



Additional 
Questions/
Discussion

Stacie Sinclair
stacie.sinclair@mssm.edu
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