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The Problem Results: Outcomes

Future Directions

The Initiative

.

• Children with medical complexity (CMC) have chronic, 
multi-system health conditions, substantial healthcare 
needs, major functional limitations, and high resource 
utilization.  They represent less than 1% of US children, 
yet account for more than 1/3 of total pediatric 
healthcare costs. 

• The healthcare needs of CMC cannot be met in systems 
designed for typical children. 

• In 2007, we designed the Comprehensive Care Program 
(CCP) as a value-based program for CMC in an academic 
health/pediatric tertiary care center serving a large 
urban, rural and frontier multi-state region. 

• CCP has been supported by the University of Utah’s 
Dept. of Pediatrics, Primary Children’s Hospital and 
Intermountain Healthcare’s integrated health plan.

• Value based initiatives are urgently needed to keep 
these programs financially viable in the future.

1. To describe the experience of our academic health 
center’s CCP, including changes in hospital utilization and 
costs, using descriptive statistics and 6-month pre-post 
design with a purposeful sample of CMC. 

2. To qualitatively describe stakeholder perspectives on 
healthcare delivery for CMC, using in-depth qualitative 
interviews with key stakeholders, including an advisory 
committee of experts in healthcare delivery, financing, 
contracting, and policy.

3. Surveys of generalist and specialist pediatricians in the 
department and community. 

• Family, provider, payer and community stakeholders are 
committed to further developing and sustaining CCP for CMC, 
aligning around priorities of quality, safety, value, equity and 
sustainability.   

• Models of population health, shared costs and savings, value-
based care, extramural grants and philanthropic support are 
strategies to sustain complex care programs for CMC.    
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Strengths Opportunities Priorities

“I love this clinic, and wish all (CMC) were attached to it.”

“Excellent resource for families…better care in comprehensive 
care vs. community based practices only.“

“Expertise in directing care with numerous subspecialists and 
procuring resources for families is invaluable.”

”My patients are receiving better care than I would be able to 
provide on my own.”

“Centralizes care, manages complex, multi-system conditions, 
reduces burden on our other subspecialists, supports families.”

“Improved communication would be greatly 
beneficial.”

“I have not referred as much as I would like 
because… they needed more clinicians”

“A disconnect when patients are in ED or 
hospital…”

“ A stronger in-patient presence is needed.”

“Its clinic volumes are too low, and its costs are 
too high.”

Healthcare quality and value

Responsive, continuous, just-in-time access

Wellness for CMC, families and providers

Safety/Zero-Harm

Equitable, integrated into communities

Sustainable 

A well-prepared future workforce

Results:  Stakeholder Perspectives

• Optimize clinical operations to avoid costly gaps in care and 
communication (EMR, consults, care processes, others). 

• Pursue full reimbursement for direct and indirect care. 
• Partner with all stakeholders to align value-based care 

incentives. 
• Engage all internal and extramural stakeholders in 

philanthropic support. 
• Seek extramural funding (grants and contracts) to strengthen 

national position in clinical, education, research and advocacy.  

Proposing Strategies for Sustainability
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CMC Feudtner Complex Chronic 
Condition (CCC) Score

Median CCC score 
(range)

5 (1-11)

% neuro/NM 87%

% cardiovascular 45%

% respiratory 32%

% GI 64%

% renal/urologic 19%

% metabolic 35%

% congenital/genetic 68%

% 
prematurity/neonatal

23%

% device dependencies 76%

Pre-Post Utilization 
Outcomes* (n=318)

% Change

# of ED visits -15%

# of observation visits 67%

# of admissions -32%

Total hospital length of 
stay (LOS)

-68%

Total costs -69%

*high utilizers or >1 hospitalization during pre-post 
periods; 20% CMC were trach-vent dept; 14% died

Parent perceptions of their CMC’s Quality of 
Life (QOL) (n=334)

Lessons Learned

• In a 6-month pre-post analysis, CCP is associated with 
significant avoidance of ED visits, hospital admissions and 
lengths of stay; this culminates in a nearly 70% avoidance of 
total hospital costs.  

• CCP brings value to CMC, families, healthcare systems, and 
payers, yet is expensive to deliver. 

• CCP for CMC in fee-for-service payment models culminate in 
financial losses for providers and financial gains for payers. 

• Training or experience beyond a 3-year pediatric residency is 
needed to ensure an adequately skilled physician workforce. 
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