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Appendix
Appendix 1: Recommendations Gottransition
	Topic
	Priority
	Recommendation

	 
 
Prepare the Future Health Workforce to Care for Young Adults with Medical Complexity (YAMC)
 
	 
 
1
	Require medical, nurse practitioner (NP), and physician assistant (PA) students and residents in family medicine and internal medicine to have a minimum exposure to the needs of complex patients with childhood-onset medical conditions through curriculum and experiential learning opportunities.

	
	 
2
	Establish fellowships for adult PCPs, NPs, and PAs focused on YAMC to build a cadre of leaders in care,
research, and policy.

	 
 
Support the Current Adult Primary Care Workforce to Care for YAMC
 
	 
3
	Build on existing training infrastructure supported by the federal government to train and provide
technical assistance to existing and future PCPs related to care for YAMC.

	
	 
4
	Create state or regional Centers of Excellence for the care of YAMC to facilitate knowledge sharing among pediatric and adult PCPs and specialists providing care for YAMC.

	 
 
 
Payment Policy to Support Adult PCPs in Serving YAMC
	 
5
	Establish payment arrangements that incentivize and support PCPs in providing care to meet the care
delivery needs of YAMC.

	
	 
6
	Embed care coordination and other infrastructure supports within all payment models for adult PCPs
serving YAMC.

	
	 
 
7
	CMS should use its Innovation (CMMI) Center funding and state Medicaid agencies should use their existing authorities to support payment and delivery models that promote safe, effective, and integrated  adult primary care for YAMC.  

	 
 
 
Support for Research to Improve Care of YAMC
	 
 
8
	Increase federal research support to build the evidence base for primary care delivery and related
workforce strategies for YAMC, including through the establishment or enhancement of an existing research
center.

	
	 
 
9
	Establish a Pediatric and Adult Complex Care Research Network to improve continuity of care between
pediatric and adult care and to efficiently expand and assess adult primary care capacity to serve the growing
population of YAMC.

	Build a Coalition of Interested Organizations to Support Expanded Adult Primary Care Capacity for YAMC
	 
 
10
	Convene a series of meetings with key stakeholders interested in improving adult primary care services
available to YAMC to present findings and recommendations from this report and to build a coalition to support implementation and follow up activities.
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7:00PM —9:00PM Dinner and Recap of Day:
Laura Tosi, MD, Director, Bone Health Program, Children’s National
Eleanor Perfetto, PhD, Professor of Practice, Sciences, and Health Outcomes Research,
University of Maryland
e
Friday, October 20

8:00AM — 8:30AM Breakfast

8:30AM - 8:40AM Welcome and Recap of Day 1:
Laura Tosi, MD, Director, Bone Health Program, Children’s National

8:40AM - 9:05AM What Can the Maternal Child Health Bureau (MCHB) Do to Support Transition to Adult
Systems of Care?
Jeffrey P. Brosco, MD, PhD, Director, Division of Services for Children with Special
Health Needs, MCHB, Health Resources & Services Administration (HRSA)

9:05AM - 9:30AM National Recommendations for Strengthening the Adult Primary Care Workforce for
Young Adults with Medical Complexity
Margaret McManus, MHS, President of The National Alliance to Advance Adolescent
Health

9:30AM - 10:15AM Where We Landed: Review and Open Discussion:
Eleanor Perfetto, PhD, Professor of Practice, Sciences, and Health Outcomes Research,
University of Maryland

10:15AM - 11:30AM  Priorities from Meeting and Group Working Session

11:30AM - 11:45AM  Next Steps: Follow Up and Follow Through:
Laura Tosi, MD, Director, Bone Health Program, Children’s National

We would like to thank the Orthopedic Research Society and Guidehouse for sponsoring this meeting.

@ R S AGuidehouse

Orthopaedic Research Society
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Unbreakable Spirit

AGENDA
Thursday, October 19

9:00AM - 9:15AM

9:15AM - 9:30AM

9:30AM — 10:00AM

SESSION 1:

10:00AM - 10:15AM

10:15AM - 10:30AM
10:30AM — 10:45AM

10:45AM - 11:00AM

11:00AM - 11:30AM
11:30AM - 12:45PM

12:00PM — 12:45PM

A Conversation About How We Can Fill Gaps in Care
October 19-20, 2023
Crystal City/Arlington, VA

Welcome and Introductions:
Tracy Hart, CEO, Osteogenesis Imperfecta Foundation
Laura Tosi, MD, Director, Bone Health Program, Children’s National
Eleanor Perfetto, PhD, Professor of Practice, Sciences, and Health Outcomes
Research, University of Maryland

Voice of the Community
Kara Ayers, PhD, Associate Director, University of Cincinnati, Center for Excellence
in Developmental Disabilities

Keynote Speaker:

Back to the Future: Supporting a Lifetime of Happiness, not Just a Happy Childhood
Annie Kennedy, Chief of Policy, Advocacy, and Patient Engagement, EveryLife
Foundation for Rare Diseases

Envisioning the 21st Century: Centers of Excellence for People with Rare Disease — What
Does That Look Like and How Do We Get There?

Experiencing No Place to Go
TjaMeika Davenport, Parent Navigator at Goldberg Center for Community Pediatric
Health, Children’s National

Centers of Excellence — Will They Work for Our Community?
Deborah Fowler, Founder and President, SoftBones

Center Certification: Parent Project Muscular Dystrophy
Mena Scavina, DO, Nemours, PPMD

Rare Disease — Transition Model
Kim Chapman, MD, PhD, Director of the Mitochondrial Disorders Clinic, Children's
National

Session 1: Group Discussion
Lunch
| Am Not the Doctor for You
Lisa lezzoni, MD, Professor of Medicine, Harvard Medical School

Kara Ayers, PhD, Associate Director, University of Cincinnati, Center for Excellence
in Developmental Disabilities
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SESSION 2:

12:45PM - 1:00PM

1:00PM - 1:15PM

1:15PM - 1:30PM

1:30PM - 1:45PM

1:45PM -2:15PM

2:15PM - 2:30PM

SESSION 3:

2:30PM —2:45PM

2:45PM —3:00PM

3:00PM - 3:15PM

3:15PM - 3:30PM

3:30PM - 4:00PM
SESSION 4:

4:00PM - 4:15PM

4:15PM - 4:30PM

4:30PM — 4:45PM

4:45PM - 5:00PM

5:00PM - 5:30PM

5:30PM - 7:00PM

Evidence for Decision Making: Leveraging Patient Data and the Patient Experience

It's Only Natural Getting the Most Out of Natural History Studies in Trial Design and
Regulatory Approval

Christopher “Buddy” Cassidy, MA, PhD Candidate in English Literature, UC Irvine
Patient Role in Ensuring Reliable and Relevant Data for Use in Research that Drives
Patient Care

Eileen King, PhD, Professor, UC Department of Pediatrics, Cincinnati Children’s
Patient Focused Medical Product Development

Eleanor Perfetto, PhD, Professor of Practice, Sciences, and Health Outcomes

Research, University of Maryland
The Power & Potential of Data Collaborations

Annie Kennedy, Chief of Policy, Advocacy, and Patient Engagement, EveryLife

Foundation for Rare Diseases

Session 2: Group Discussion
Break
Innovation in Care Coordination for People with Rare Diseases and Complex Needs

The Importance of Care Coordination — A Patient’s Perspective
Kyle Mulroy, Founder, Washington Strategic Consulting
Bridging the Gap with Virtual Nursing
Jenna Morgenstern-Gaines, CEO, Pocket RN
Managed Care for Adults with IDD: Panacea or Predicament?
David Ervin, CEO, Makom
The AlphaNet Model for Patient Engagement
Sandy Sandhaus, MD, PhD, Professor, Department of Medicine, Division of
Pulmonary, Critical Care & Sleep Medicine, National Jewish Health

Session 3: Group Discussion
Coalitions, Collaboratives and Working Together

Stronger Together
Courtney Felle, Young Adult Rare Representatives (YARR) Program Manager,
EveryLife Foundation for Rare Diseases
The Right Healthcare Workforce for Adult Complex Care
Debra Regier, MD, Division Chief, Genetics and Metabolism
Program Director, Medical Genetics Residency Program, Children’s National
Creating Partnerships for Effective Collaborations
Julie Hocker, Director, Public Health, Guidehouse and Former US Commissioner on
Disabilities
NPPACT and the Importance of Coalition Work
Sara Struwe, CEO, Spina Bifida Association
Diana Gray, President and CEO, Hydrocephalus Association

Session 4: Group Discussion

Break





