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Agenda
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No. Item Minutes

1 Welcome and Introductions 5 minutes

2
Emerging Consent-to-Share Policy and Practices 
● Daniel Stein, President, Stewards of Change Institute

● Dr. Mohammad Jafari, Senior Privacy Consultant and Integration Specialist

30 minutes

3

New Resources to Support CalAIM Implementation with Data Exchange
● ITUP Issue Brief, Leveraging Data to Advance Health Equity and Success in CalAIM - 

Presented by Shirley Lam, Assistant Director of Policy, Insure the Uninsured Project (ITUP)

● C4BH Fact Sheet, Cross-Sector Data Sharing: HIPAA Considerations for Data Exchange 

between Health Care Entities and Community-Based Organizations - Presented by Andrea 

Frey, Partner, Hooper Lundy & Bookman

10 minutes

4 C4BH Sandbox Demo 10 minutes

5 Coalition Updates (State Legislation Tracking, News, and Events) 5 minutes

https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/


About The Coalition

Our Vision: Every 
Californian and their care 

teams have the 
information and insights 
they need to make care 

seamless, high quality and 
affordable. 

Policy Priorities

• DSA Education & Implementation: Promote awareness of 
the DSA and support data exchange implementation to 
realize the promise of AB 133

• Funding: Advocate for the state to dedicate continued 
funding for health and social services data sharing and 
encourage state agencies to seek federal match when and 
where appropriate

• Integration of social services data: Develop and 
communicate case studies and policy recommendations 
that support cross-sector data sharing, consent, and 
authorization

• Advance DxF Governance, Enforcement, and 
Accountability: Work towards the passage of DxF 
legislation, monitor state legislation and budgetary actions 
related to data sharing, and provide critical feedback to CDII 
and other state agencies to resolve challenges
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Emerging Consent-to-Share 
Policy and Practices
Daniel Stein
President
Stewards of Change Institute

Dr. Mohammad Jafari
Senior Privacy Consultant and Integration Specialist
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Review of the Consent Learning Lab Held With 
HIMSS, March 2024



The Consent Utility Concept 
Emerged During Covid…
But It’s Roots Go Back a 

Decade



Several Major Initiatives Mature the Consent Opportunity:

-  National Action Agenda to Advance Upstream Social Determinants and Equity, 2020 - 2021

-  The National Interoperability Collaborative Consent Forum, 2021- 2023

-  Consent Learning Lab I, HIMSS 2023

-  California’s Opportunity to Modernize Cross-sector Data Sharing Analysis, 2023

-  Consent Learning Lab II, HIMSS 2024
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Consent is Essential for Whole-person Care

▪ Many people must navigate multiple systems and 

programs to acquire needed services.

▪ There are few tools for obtaining, sharing, and 

revoking consent in health and human services.

▪ A Consent Utility Service and a Modular Uniform 

Consent Model Template are essential for building 

trust, improving decision-making, and enhancing 

care-coordination. 

▪ Consent is “Equity in Action”



Different Consents are Needed for Different Purposes



1. Learn from early implementers by sharing promising practices, proof of 

concepts, model templates/statutes, and failures. (CA, WA, VA, FL)

2. Begin formulating the functional requirements for a Uniform Consent 

Model.

3. Identify a few actionable recommendations to implement in 2024. 

4. Strengthen the national consent collaborative.

Consent Learning Lab Goals 2024



The Art of The Actual: Consent-to-Share Vision, Approaches, and Models for Managing Multi-system Involved Clients 

■ Moderator: Dr. Kristine McCoy MD, MPH, Family Physician, Senior Consultant for Stewards of Change Institute 
■ Panelists: 

● Dr. Sristi Sharma, MD MPH, Informatics Medical Consultant, Enterprise Data and Information Management,, CA 
Department of Health Care Services 

● Jerry Britcher, Assistant Director, Chief Information Office, Enterprise Technology Services, Washington State 
● Sue Gallagher, Chief Innovation Officer, Children's Services Council of Broward County, Florida 

The Art of the Possible: New Policies and Initiatives 

■ Moderator: Daniel Stein 
■ Presenters: 

● Tom Novak, Senior Advisor State Policy - Office of the National Coordinator for Health
● John Rancourt, Deputy Director, Office of Technology, Office of the National Coordinator for Health IT, U.S. Dept. HHS
● Nichole Sweeny, JD, General Counsel and Chief Privacy Officer, Chesapeake Regional Information System for our 

Patients

Two Informative Panel Presentations: 



Interactive Session: Designing A Uniform Consent Model Template 



Interactive Session: Designing A Uniform Consent Model Template 



Interactive Session: Applying Uniform Consent Model to User Stories



A Modular Uniform Consent Model Template can help resolve a key obstacle inhibiting data 
sharing by resolving challenges, conflicting requirements, and unclear guidance from statutory 
authorities at local, state, and federal levels. 

• Enables a Consent Utility or Registry to function by providing information about all needed 
consents.

• Supports care coordination across all services which is essential for integrating the 
determinants of health in medicine and social care.

• Facilitates the use of data (linked and mostly deidentified data) for policy development and 
implementation, responsive community interventions, and analysis/research.

• Builds trust and agency by recognizing the human right to control one’s own data.

Key Take Away: Think “Rosetta Stone” or “Middleware”



• Finalize meeting recap and publish findings and recommendations (June)

• Host Consent Implementers in a virtual workshop to continue vetting the POCs 

and gathering learning from use cases

• Prepare in person meeting to delve deeply into prototype “Modular Uniform 

Consent Model Template” 

Next Steps



New Resources to Support 
CalAIM Implementation with 
Data Exchange
Shirley Lam - New ITUP Issue Brief
Assistant Director of Policy
Insure the Uninsured Project (ITUP)

Andrea Frey - New C4BH Fact Sheet
Partner
Hooper Lundy & Bookman
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ITUP’s Latest Issue Brief: 
Leveraging Data to Advance 
Health Equity and Success in 
CalAIM

Shirley Lam, MPH

Assistant Director of Policy



Leveraging 
Data to 
Advance 
Health Equity 
and Success 
in CalAIM

https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/


Equity in Data and Data Sharing is  
Foundational for CalAIM’s Success

•Access to Health and 
Social Services 
Information is 
Foundational

•Equity-Focused 
Statewide Data 
Policy is Necessary

•Opportunity is Now



The Opportunity the DxF Has in 
Supporting the CalAIM Initiative 

•Data Sharing through 
DxF Directly Supports 
CalAIM’s Goals

•Vital to Measure 
Impact on Health 
Care Access & Health 
Outcomes for     
Medi-Cal Members



Data Sharing Advances Equity & 
Efficiency in CalAIM Initiatives 

• Includes 3 Detailed 
Scenarios:
• Community Supports
• Dual-Eligible 

Members
• Justice-Involved 

Population

• Barriers to Success: 
Policy Considerations



Adoption of DxF is Essential 
for Advancing Health Equity

• Disproportionately Impacts 
Low-Income BIPOC Communities

• Equity-Focused Data Policy is Essential 
in Addressing Whole-Person Care

• Establishes Common Data 
Exchange Procedures

• Collects and Integrates 
SDOH Data



@itup

@InsuretheUninsuredProject

@InsuretheUninsuredProject

www.itup.org

Thank You!

Follow ITUP on Social Media!

• Check out ITUP’s Issue Brief: Leveraging Data to Advance Health Equity and Success in CalAIM 

• Check out ITUP’s Fact Sheet: California Data Exchange Framework 101

• Check out ITUP’s Policy Toolkit: California Data Exchange Framework 101

https://www.itup.org/leveraging-data-to-advance-health-equity-and-success-in-calaim/
https://www.itup.org/california-data-exchange-framework-101-fact-sheet/
https://www.itup.org/california-data-exchange-framework-101-policy-toolkit/


New C4BH Fact Sheet

25

Cross-Sector Data 

Sharing: HIPAA 

Considerations for Data 

Exchange between 

Health Care Entities 

and Community-Based 

Organizations

Presented by Andrea Frey
Partner, Hooper Lundy & Bookman

https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/
https://connectingforbetterhealth.com/resources/cross-sector-data-sharing-hipaa-considerations-for-data-exchange-between-health-care-entities-and-community-based-organizations/


Cross-Sector Data Sharing Fact Sheet Summary
1. Sharing PHI for Care Coordination and Case Management Purposes

HIPAA allows sharing PHI with CBOs and SSOs for treatment purposes, including care 
coordination and case management, without individual authorization.

2. Sharing of PHI for such purposes with third parties does not require written 
authorization under the HIPAA Privacy Rule
Health care providers can share PHI for treatment purposes without individual 
authorization, including coordination with third parties like social service entities, as 
confirmed by OCR guidance, if deemed necessary for the individual’s health or mental 
health care.

3. Other Considerations for Covered Entities with Data Sharing for Care 
Coordination and Case Management
HIPAA holds covered entities accountable for disclosing PHI to CBOs or SSOs in 
compliance with HIPAA regulations, but not for the actions of these organizations with 
respect to PHI post-disclosure.
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DxF Sandbox Demo
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Coalition Updates
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California Legislation Tracking (1/2)
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No./Author Summary Recent Developments

AB 236
(Holden)

Requires health plans and insurers to annually verify and delete inaccurate listings from provider 
directories to be at least 60% accurate, with administrative penalties for failure to meet 
benchmarks. Authorizes DMHC and Department of Insurance to develop uniform formats for plans 
and insurers to request directory information from providers and authorizes the establishment of 
methodology and processes to ensure accuracy. 

Passed Assembly; Awaiting 
Senate Committee Assignment 
(1/30)

AB 1011 
(Weber)

Imposes new restrictions on the sale, disclosure of “social care Information” on users of 
“closed-loop referral systems” including public agencies, non-profits, health care providers, 
vendors.

Two-year bill in Senate Approps 
Committee

AB 1331 
(Wood)

Establishes DxF governing board; outlines appointment of members; requires board approval for 
any amendments to DSA; requires QHIOs to be non-profits; decrease size of board to five 
members; require certain reports and educational efforts related to consumers and data; among 
other requirements.

Two-year bill in Senate Approps 
Committee

AB 2089
(Holden)

Require the collection of additional demographics data of city and county employees for specified 
Black or African American groups. 

Referred to Approps Consent 
Calendar (5/1)

AB 2153
(Lowenthal)

Require public agencies to promptly provide written notice prior to release of any personnel, 
medical, or similar records of a public agency employee.

Referred to Judiciary Committee; 
Hearing cancelled at author 
request (3/13)

https://leginfo.legislature.ca.gov/faces/billTextClient.xhtml?bill_id=202320240AB236
https://leginfo.legislature.ca.gov/faces/billTextClient.xhtml?bill_id=202320240AB1011
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB1331
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2089
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2153


California Legislation Tracking (2/2)

30

No./Author Summary Recent Developments

SB 294
(Wiener)

Requires health plans and disability insurers that uphold grievance decisions to automatically submit 
decisions to the Independent Medical Review System within 24 hours, along with relevant 
information. 

Passed Senate; Referred to 
Assembly Health (4/29)

SB 957
(Wiener)

Requires the California Department of Public Health  to collect sexual orientation and gender 
identity (SOGI) data from third-party entities, including local health jurisdictions, on any forms or 
electronic data systems unless prohibited by federal or state law. 

Placed on Approps Suspense File 
(4/15)

SB 1016
(Gonzalez)

Requires CalFresh to collect preferred language with specified categories, to use OMB demographic 
collection categories for Hispanic or Latino groups, and additionally to use categories for each major 
Latino group and Mesoamerican Indigenous nation not specified in the OMB standards. 

Placed on Approps Suspense File 
(4/22)

AB 2198
(Flora)

Delays when specialized health plans that offer dental or vision benefits must comply with the API 
requirements that health plans and insurers are required to maintain until 2027 or when final 
federal rules are implemented, whichever is later. 

Amended (4/29); Passed Health 
and Referred to Approps

AB 2250
(Weber)

Establishes SDOH screeners as a covered benefit for Medi-Cal beneficiaries and require health plans 
and insurers to cover SDOH screenings. Additionally, requires providers to use specified tools or 
protocols to document patient responses and require health plans and insurers to provide PCPs 
access to peer support specialists, lay health workers, social workers, or CHWs.

Referred to Approps Suspense 
File (5/1)

AB 1943
(Weber)

Requires DHCS to produce a report on telehealth in Medi-Cal, including telehealth access and 
utilization; effect of telehealth on timeliness, access, and care quality; and effect of telehealth on 
clinical outcomes. Authorizes DHCS to issue policy recommendations based on report findings.

Passed Approps on Consent (5/1)

AB 2058
(Weber)

Requires legible disclosures on medical devices to note effectiveness limitations based on patient 
characteristics, including age, color, disability, ethnicity, gender, or race. Infractions are considered 
to be a criminal.

Passed Approps (5/1) and 
Ordered to Third Reading 

https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB294
https://leginfo.legislature.ca.gov/faces/billTextClient.xhtml?bill_id=202320240SB957
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB1016
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2198
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2250
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB1943
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2058


California Legislation Tracking - Artificial Intelligence
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No./Author Summary Recent Developments

SB 892
(Padilla)

Requires the Department of Technology to establish an AI risk management standard, which would include a 
risk assessment procedure for automated decision systems.  

Placed on Approps Suspense File (4/29)

SB 893
(Padilla)

Establishes the California Artificial Intelligence Research Hub to facilitate collaboration between government 
agencies, academic institutions, and private sector partners.

Placed on Approps Suspense File (4/29)

SB 896
(Dodd)

Requires the State to produce a Benefits and Risks of Generative Artificial Intelligence Report, perform a joint 
risk analysis of potential threats, and notify individuals of AI communications.

Placed on Approps Suspense File (4/29)

SB 1047
(Weiner)

Defines “AI models” and establishes AI training requirements for covered models with annual certification 
with a “limited duty exemption” for covered models with no hazardous capability. Limits to no monetary 
penalties for violations before July 1, 2025 and no civil penalties for violations before January 1, 2026. 

Amended (4/30); Placed on Approps 
Suspense File (5/6)

SB 1120 
(Becker)

Establishes requirements for health plans and insurers using  algorithms and AI decision making tools for 
utilization review or utilization management decisions. Violations are considered to be a crime. 

Placed on Approps Suspense File (4/22)

AB 3030
(Calderon)

Requires health providers using AI for patient communications to include AI disclaimers specific to the 
communication type and clear instructions permitting them to communicate with a human health care 
provider. Violations are considered to be a crime.

Passed Privacy and Consumer Protection as 
Amended and Referred to Approps (4/29)

AB 2013
(Irwin)

Requires AI developers to publicly post by 2026 a high-level summary of the datasets used to train their AI 
with minimum reporting elements specified and a synthetic data generation disclosure.

Passed Privacy and Consumer Protection as 
Amended (5/2) and Ordered to Third 
Reading

AB 2930
(Bauer-Kahan)

Requires automated decision tool developers and deployers to perform impact assessments before first use 
and annually by 2026, make results available to the state, notify impacted individuals and accommodate 
requests, prohibits AI that results in algorithmic discrimination, and authorizes civil action for violations.

Amended and Re-Referred to Approps 
(4/24)

AB 3095 
(Waldron)

Declares intent of legislature to enact legislation relating to AI. Introduced (2/16)

AB 3050 
(Low)

Establishes watermark standards for AI-generated material and require their usage. Established damages 
liability suffered from unauthorized deepfake use of a person’s name, voice, signature, photo, or likeness. 

Referred to Privacy and Consumer 
Protection and Judiciary Committees (3/21)

https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB892
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB893
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB896
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240SB1047
https://leginfo.legislature.ca.gov/faces/billTextClient.xhtml?bill_id=202320240SB1120
https://leginfo.legislature.ca.gov/faces/billTextClient.xhtml?bill_id=202320240AB3030
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2013
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB2930
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB3095
https://leginfo.legislature.ca.gov/faces/billNavClient.xhtml?bill_id=202320240AB3050


What We’re Reading – Check Out C4BH’s Newsletter!
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Assessing SDOH Risk For Quality Measures & Patient 
Interventions
A panel at the AMCP 2024 Annual Meeting discussed the growing 
importance of SDOH data for risk assessments to support quality 
measure ratings and patient interventions. Read More

TEFCA V2 Released With FHIR Requirements
ONC released Version 2 of the TEFCA Common Agreement, requiring support for API-based exchange 
using HL7’s FHIR standards to support seamless and scalable nationwide exchange while modernizing 
exchange methods to align with health IT tools that commonly utilize standardized APIs. Read More

Alameda County Is Tracking Homeless Mortality to Save Lives
Researchers in Alameda County are pursuing data matching to 
identify and examine deaths among unhoused residents to better 
understand the causes and to inform strategies to decrease 
avoidable mortality. Read More

https://www.ajmc.com/view/collecting-sdoh-data-can-assess-risk-of-medical-nonadherence-improve-hei-and-star-ratings
https://www.healthcareitnews.com/news/onc-pubs-common-agreement-v20-regs-fhir-exchange
https://abc7news.com/alameda-county-has-been-recording-homeless-deaths-since-2018-which-can-help-save-lives/14715892/


Upcoming Events
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● May 14, 10-11AM PT: Health Gorilla | Establishing Value Sets for Sensitive Data Management Webinar| 
Register here

● May 15, 12-1PM PT: Blue Shield of CA | Co-opetition in Action: in Action: California Advance Primary 
Care Initiative Webinar | Register here

● May 17, 10-11AM PT: AHIMA Embrace the Future of Healthcare with the Latest SDOH Webinar | Register 
here

● May 21, 2-3PM PT: CalHHS CDII | DxF Technical Advisory Subcommittee #2C Meeting | Register here

● May 22, 10-11AM PT: Bamboo Health | Enhancing the Lives of Californians Through the Sharing of 
Patient Data | Register here

● May 22, 12-2:30PM PT: CalHHS CDII | DxF Implementation Advisory Meeting | Register here

● May 29-31: American’s Physician Groups | Spring Conference | San Diego, CA | Register here

● June 24-26: 2-1-1 San Diego 2024 CIE Summit | San Diego, CA | Register here

https://healthgorilla.zoom.us/webinar/register/WN_DzH1gOs7T_-FM1bTSn5LFg#/registration
https://us02web.zoom.us/webinar/register/WN_sFqs4O-vQTavLmnnWzvNMQ#/registration
https://hbinfo.ahima.org/preparing-for-regulatory-compliance-screening-for-social-drivers-of-health?utm_campaign=2024%20Q2%20D4BH%20Webinar&utm_source=hs_email&utm_medium=email&utm_content=305220518&_hsenc=p2ANqtz-8MKoJq4oKOORhn6O_FfX2fRn34KIqDzl150mOZvQs3AHeab4FLxTQdeWzw542hk0SL2SvanC83vwEy6CzuCwPu6ZdDH52ZMvwjmlC_pmphgkut9U4
https://hbinfo.ahima.org/preparing-for-regulatory-compliance-screening-for-social-drivers-of-health?utm_campaign=2024%20Q2%20D4BH%20Webinar&utm_source=hs_email&utm_medium=email&utm_content=305220518&_hsenc=p2ANqtz-8MKoJq4oKOORhn6O_FfX2fRn34KIqDzl150mOZvQs3AHeab4FLxTQdeWzw542hk0SL2SvanC83vwEy6CzuCwPu6ZdDH52ZMvwjmlC_pmphgkut9U4
https://www.cdii.ca.gov/events/dxf-technical-advisory-subcommittee-tasc-meeting-2c/
https://bamboohealth.com/california-data-exchange/?utm_source=cma&utm_medium=third-party&utm_campaign=q224-webinar-ca-dxf
https://www.cdii.ca.gov/events/dxf-implementation-advisory-committee-meeting-3/
https://www.apg.org/annual-conference-2024/
https://ciesandiego.org/cie-summit-2024/


C4BH Technical Assistance and 
Sponsor Opportunities
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Available C4BH Technical Assistance
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Level of DxF Readiness

Planning

Assessment

Ready to Connect!

DxF Bootcamp

Community
Design Studio

DxF Sandbox

C4BH Supports

Develop a DxF Roadmap 
and Identify Priority         

Use Cases

Develop Priority Use Case 
with Trading Partners

Test and Validate Use Case 
to Establish Workflows

Outputs

1
2
3
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C4BH Annual Sponsor Tiers
Annual Sponsor Tiers
See next slide for exclusive

sponsor benefits

Platinum
$100,000+

Gold
$50,000

Silver
$25,000

Supporters
$500

End-of-Year Dinner
Table of 8-10 seats 
with recognition

4 seats with recognition 2 seats with recognition Priority Invitation

Add Logo to Website and Sign-On 
Letters with Opt-Out Approach

✓ ✓ ✓ ✓

Access to Office Hours ✓ ✓ ✓ ✓

Advisory Group Representatives 1+ 1 1

Access to DxF Sandbox 
Community Studio Priority Access ✓ ✓

Access to DxF Bootcamps Priority Access ✓

First Right to Engage in New 
C4BH Projects ✓

White-Labeled DxF 
Implementation Toolkit ✓

Do Your Priorities Differ From The Annual Sponsor Tiers? Reach Out To Us! 

Additional Sponsor Opportunities Available For Our End-Of-Year Dinner On December 5th!


