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“Nike knows how to use your data to 
sell you the right pair of shoes better 
than healthcare knows how to use your 
data to personalize your care”
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A Cancer Diagnosis brings MANY Questions

What treatment is 
right for me?

Which clinicians do 
I see, and when?

How will the 
treatments affect 

me?
What does my 

long-term health 
look like?

How do I access & 
afford care?



4

Function is a Major Driver of QOL, Healthcare 
Utilization, & Costs

Answers are Complicated by Heterogeneity in Response to 
Treatment

• Cancer Therapeutics
• Toxicities
• Psychosocial Response to Cancer
• Impact of Cancer on Patient Function
• Follow-up Care Needs
• Social Determinants of Health
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The Quest for Personalized Care Created a Data Explosion = 
Cognitive Overload & SLOWER Clinical Decisions

IOM 2010
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The Current State of Cancer Care Cannot Specify a Long-term 
Care Management Map
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The Learning Health System enables a seamless pathway of 
personalized care
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Most Healthcare Systems Want to Develop Learning Health 
Systems but are Struggling

Global survey of 742 health care leaders



1010

Vision and Leadership are key

“The key enabler is leadership… that sets the direction, 
frames what you are trying to do, and then brings people 
along”.  --Enticott et al, BMC Health Services Research, 20, 1087, 2020

… But not sufficient
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Lesson learned #1. 
Involve many kinds of researchers, clinicians, patient 

advocates, leaders, and outside companies
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A Data Ecosystem with a Longitudinal View of a Patient 
Requires Collaboration across Siloed Sectors and Stakeholders
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Lesson learned #2: 
This big vision can be a tough sell.  Need to focus on a 

use case with compelling ROI*

*e.g. nursing separation & hiring needs

First build the MVP, then pilot test in a few sites, 
evaluate, learn, innovate, and disseminate

Evaluate ROI to garner more resources for future 
improvements

Presenter Notes
Presentation Notes
Nursing model usecase: identify predictors of nurse separation across our system so we can anticipate nursing hiring needs and avoid burnout on remaining staff
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Lesson learned #3. 
Funding for building a connected data ecosystem is 

problematic and not in any one agency’s mission
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* These are the 
top barriers for 
everyone

Global survey of 742 health care leaders
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• MD/APP practice at top of 
license

• Prioritize time for 
high acuity patients & 
research

• Build careers
• Decreased admin burden

• Timely Proactive 
Treatment

• Research/Clinical trial 
access

• Personalized Multi-
disciplinary care

• Appropriate healthcare 
utilization

• Effective use of APPs & 
Subspecialists/programs

• Coordinated care 
diagnosis through follow-
up

• Care Delivery that 
Overcomes Access Barriers

Why Push On?  Personalizing care with a Learning Health 
System creates ROI: the Quintuple Aim of Healthcare

Patient 
Outcomes

Patient 
Experience

Happy 
Clinicians 
and 
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Efficiency 
& Lower 
Cost
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A Time of Moon Shots and Grand 
Challenges

...mostly focused on novel 
therapeutics
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“Nike knows how to use your data to sell you the right 
pair of shoes better than healthcare knows how to use 
your data to personalize your care”

Until we can better use our data, the 
best new therapeutics will fail!
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Proposal: Make Progress Building a Learning Health System 
by Applying Lessons Learned from Stimulating Team Science

• Large funded transdisciplinary projects promoted collaboration and connection 
and focused on compelling use cases

• New scientific frontiers were explored
• Training components created a new workforce in hybrid fields
• Initially slow progress led to higher impact and productivity

https://cancercontrol.cancer.gov/brp/research/team-science-toolkit/about-scits/studying-team-
science
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We Can ONLY Meet These Goals by 
Working TOGETHER

My Ask*: 
Trans-governmental funding for 
a collaboratory of 10 pilot sites 
that create functional data 
ecosystems with feedback 
loops & training programs, 
forming the backbone of a 
Learning Health System.

Deliverable: a blueprint for 
other health systems to follow

Effort Effort

*Also suggested by Califf et al, Am J Bioethics, 2023
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