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Learning Objectives 

At the conclusion of this webinar, the learner will be able to: 

1. Describe a medical home model that provides primary care for 

children with palliative needs 

2. Identify key service capabilities needed for a successful medical 

home approach 

3. Describe benefits of a reliable medical home approach for patients 

and families 

4. Identify strategies for working with primary care practices to help 

them manage patients, while improving identification of patients 

appropriate for more focused management 

5. Identify 2 financial justifications for investment in medical home 

design for palliative care patients 
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Comprehensive Care Clinic 

➔Outpatient service started in 2008 

➔Medical home for children with palliative care 

needs and medical complexity 

➔ Inpatient palliative care team started in 2015 

➔ Inpatient team with average daily census of 12 

patients 

➔Children’s Hospital within County Health System 
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Wrap-around Palliative Care 

Services 
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Inpatient 
Palliative Care 

Team 

Comprehensive 
Care Clinic 

Hospice 



Comprehensive Care Clinic 

Team 
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Providers 

Nurse 
Coordinators 

Social 
Worker 

Dietician 

Medical 
Assistants 

Clinic Support Staff 

Child Life Therapist 

Chaplain 

Medical Legal 



BACKGROUND LITERATURE 
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Palliative children live a long 

time 

➔Utah 

➔Patients who received inpatient PPC  

➔Follow-up: 

– 26% died within 10 days of discharge 

– 24% died between 10 and 730 days 

– 50% survived to 730 days after discharge 
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Smith AG, Andrews S, Bratton SL, Sheetz J, Feudtner C, Zhong W, Maloney CG. Pediatric palliative care 

and inpatient hospital costs: a longitudinal cohort study. Pediatrics 2015;135(4):694-700. 



Children spend most of their 

last year of life at home 
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Smith AG, Andrews S, Bratton SL, Sheetz J, Feudtner C, Zhong W, Maloney CG. Pediatric palliative care 

and inpatient hospital costs: a longitudinal cohort study. Pediatrics 2015;135(4):694-700. 

Diagnosis Hospital Days Last Year Life 

Neuromuscular 24 

Cardiovascular 29 

Congenital / Genetic 31 

Malignancy 51 

>3 LT-CCC 75 



Hospital care is expensive 
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Berry JG, Hall M, Neff J, Goodman D, Cohen E, Agrawal R, Kuo D, Feudtner C. Children with 

medical complexity and Medicaid: spending and cost savings. Health affairs (Project Hope) 

2014;33(12):2199-2206. 



Many children die at home 
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Children with terminal diagnoses 

live a long time 

Dingfield L, Bender L, Harris P, Newport K, Hoover-Regan M, Feudtner C, 
Clifford S, Casarett D. Comparison of pediatric and adult hospice 
patients using electronic medical record data from nine hospices in the 
United States, 2008-2012. Journal of palliative medicine 2015;18(2):120-
126. 



How palliative care teams interface 

with outpatient services 

Feudtner C, Womer J, Augustin R, Remke S, Wolfe J, Friebert S, Weissman D. 
Pediatric palliative care programs in children's hospitals: a cross-sectional 
national survey. Pediatrics 2013;132(6):1063-1070. 15 



Outpatient care is complex 

Ogelby M, Goldstein RD. Interdisciplinary care: using your team. Pediatric 
clinics of North America 2014;61(4):823-834. 
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San Antonio Experience  

➔Selecting patients for the clinic 

➔Stratifying complexity and needs 
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Risk category Medical 

  Healthcare utilization  
(in last 6 months) 

Medical complexity Functional 

Minimal risk   
(Level 4) 

- No ED visits 
- No inpatient 

hospitalization 

No chronic medical 
conditions 

Appropriate motor, 
speech, feeding functions 

Low risk  
(Level 3) 

- 1 ED visits for emergent 
needs  

- 2 sick visits   

- 1 active chronic 
diagnoses, well 
controlled 

- Less than 5 
medications 

  

Assistance in 1 domain of 
motor, speech or feeding  

Moderate risk  
(Level 2) 

- 2 ED visits for emergent  
- 1 ED visit for non-

emergent  
- 1 inpatient hospitalization 
- 3 sick visits 
- 4+ specialists visits 

- 2 active chronic 
diagnoses or 3 
chronic diagnoses 
well controlled 

- - 5 to 9 medications 

Wheelchair dependent, 
home nursing 

High risk  
(Level 1) 

- More than 2 ED visits for 
emergent or non-
emergent needs 

- 2+ inpatient 
hospitalizations  

- 1 prolonged 
hospitalization (>2 weeks)  

- Subspecialty 
management requiring 
CCC coordination 

  

- 10+ medications 
- 3+ active chronic 

diagnoses  
- Complex pain and 

symptom 
management 

- Life-threatening 
illness 

  
  

Bed-bound or restricted 
to home 
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Risk 
category 

Social 

D - Compliant with appointments 
- No social concerns 

C - Few missed appointments 
- Needs assistance to follow 

medical plan 
- No social concerns 

B - Multiple  missed 
appointments 

- Needs social or coordination 
assistance at least monthly 

- Social concerns 
A - Many missed appointments 

- Intense coordination needs 
- Intense social worker support 
- CPS involvement 

Risk 
category 

Palliative 

N - Stable illness 

C - Complex chronic illness, life-
altering but not life-
threatening 

P - Palliative 
- Life-threatening but not 

actively dying 
- Complex pain and symptom 

management 

H - Hospice 
- Hospice-qualifiable 
- OOH DNR 

  



Most Recent 50 Clinic Visits 
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Staffing 

➔Per 1.5 FTE Provider  

(9 clinic sessions per 

week)  

– 2 Nurse Coordinators 

– 2 medical Assistants 

– 1 Social Worker 

– 1 Dietician 

➔Access to 

– Chaplain 

– Child Life Therapist 

➔Clinical Operations 
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Inpatient vs. Outpatient 

Illness Experience 

23 



Comprehensive Care Clinic 2015 

➔359 enrolled children 

➔2,338 visits  

➔Average 4.3 visits per patient per year 

➔Death rate 4.3:100 patients per year   

➔4.8% enrolled in concurrent hospice 
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Children who died in CCC panel  

➔Median age 6 years 

➔Median time on service 11 months  

➔Enrolled in hospice 30.7% 

➔Died at home 71.8% 

➔Died suddenly 56.4%  
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24/7 Coverage 
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Inpatient 
Palliative Care 

Team 
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Financials for clinic operations 

➔Salary for dedicated staff $443,445 

➔Supplies $12,801 

➔Hospital-based clinic revenue about 30% 

costs 

➔Average PMPY $13,013 
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Need Arguments 

➔Patients 

➔Specialists 

➔Hospitalists 

➔Neonatologists 
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Stratifying expensive patients 

➔315 patients  

➔15 patients incurred > $3M direct costs to 

healthcare system 

➔Other 300 patients incurred an additional 

$3M direct costs 
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Financial Arguments 

➔Cost avoidance is the best argument.  

➔These children are expensive – high risk 

group.  

➔Cohorting these children can initially look 

prohibitively expensive. 

➔We need to use different arguments than adult 

palliative care – cost savings is hard to show.  
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Medicaid Funding 

➔1915(c) Pediatric palliative Care Waivers 

– California 

– Colorado 

– North Dakota 

➔1915 (c) Medically Fragile Children Waivers 

– New York 
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Medicaid Funding 

➔1915(b) Waiver 

– Florida 

➔EPSDT State Plan Amendment 

– Washington 

➔State Funded 

– Massachusetts 
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How: Funding Looking Forward  

➔Medicaid Managed Care Organizations (MCO) 

– Per patient per month 

– Funding recognition for being a center of excellence 

– Payments for telephone management, care 

coordination 

– Exploring Tele-health  

➔Accountable Care Organization (ACO) 

– High risk group 
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Transitions 

➔ Improvements in medical care and 

technology have increased the likelihood that 

CSHCN will live to adulthood.  

➔Patients and families are comfortable with 

their pediatric medical services and are 

hesitant to begin the transition to adult care.  
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Transitions 

➔90% of children with chronic health care 

conditions survive to adulthood 

➔500,000 youth with special health care 

needs reach the age of 18 every year 

➔AYA – Adolescent and Young Adult 
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Secondary Palliative Care 

➔Provided by specialist palliative clinicians 

that provide consultative and specialty 

care.  
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Primary Palliative Care 

➔Care provided by all clinicians caring for a 

patient with serious illness 

➔Requires basic clinical skills that should be 

required of all clinicians 

➔Education at all levels of clinical care needed 

to allow effective care to be provided 
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Structural barriers 

-Time constraints, too many patients-too little time 

Knowledge barriers 

-Limited HPM education during training, limited time 
for CME 

Service barriers 

-Limited reimbursement for time intensive service 



Lessons Learned 

➔ Pediatric palliative care is often delivered over 

years. 

➔ A coordinated approach makes being on-call very 

doable.  

➔ Splitting inpatient and outpatient workflows 

decreases stress of teams.  

➔ Palliative care doctors must partner with Complex 

Care and Primary Care Pediatricians. 
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Where do we go from here? 

➔Expansion CCC without overwhelming clinic. 

➔ Increasing ability of other pediatric clinics in 

system to take care of less complex patients. 

➔Hiring providers that like medical complexity, 

but are not HPM trained. 

➔Contracting with MCO. 

➔Telehealth 
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Questions? 

 
Do you have questions for the presenter? 

 

Type your question into the chat box on your control 

panel: 
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