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GOALS

 Clearly define and identify 
the population.

 Assess access to services.

 Evaluate models of care.

 Analyze the relationships 
between insurance payers. 



CHILDREN WITH MEDICAL COMPLEXITY
Children with medical complexity are a subset of children and youth with special health care needs because of

their extensive health care utilization. For the purpose of this plan, a child is considered medically complex if

she/he falls into two or more of the following categories:

 Having one or more chronic health condition(s) associated with significant morbidity or

mortality;

 High risk or vulnerable populations with functional limitations impacting their ability to

perform Activities of Daily Living (ADLs);

 Having high health care needs or utilization patterns, including requiring multiple (3 or

more) sub-specialties, therapists, and/or surgeries;

 A continuous dependence on technology to overcome functional limitations and maintain

basic quality of life.



A COMPREHENSIVE APPROACH TO CARE

ACCESS PAYERS



A COMPREHENSIVE APPROACH TO CARE

MODELS OF CARE DATA





DATA WORKGROUP 



ACCESS WORKGROUP 



Provider Capacity

Nursing and other Support 
Services

Transportation

Durable Medical Equipment 
and Supplies

Pharmacy

ACCESS WORKGROUP 



PAYERS WORKGROUP 



Redundant Documentation

Appeals and Fair Hearings

Coordination between 
Payers

PAYERS WORKGROUP 



MODELS OF CARE WORKGROUP 



Patient and Family Centered 
Care

Care Coordination

Transitioning to the Adult 
System of Care

MODELS OF CARE WORKGROUP 



for Managing the Health Care Needs of 
Children with Medical Complexity



DELAWARE’S PLAN



Access Workgroup
Vision: Parents need the knowledge, skills, and ability to procure appropriate services for their children in a timely manner.

Challenges/Areas of Concern Possible Solutions Data Needs Affected 
Workgroups 

Support Services

Inadequate Nursing Supports
a. Not enough nurses for the high acuity patients.
b. Parents are forced to cover shifts, although they have approval for nurses. 

i I.e. One parent was approved for 17 shifts, but could only get 10 covered.
c. CMC require in-home skilled staff to provide care consistently throughout the day. The majority of them 
need monitoring and care to ensure safety, health and life. Due to the high demand of the CMC, many home-
health nurses choose other assignments.
d. Nursing coverage becomes more difficult as children age as their care becomes more intense, especially for 
CMC.
e. Caregivers are denied the number of hours specified in the Letter of Medical Necessity; Skilled nursing 
should be based on child’s need, not parent availability; the conception that hours are allowed because parent 
is not available, not because child has skilled nursing need must change.
f. Focus is shifted to caregiver instead of the needs of the CMC; the needs of a CMC are “complex,” and 
therefore it is unreasonable to expect a home caregiver to provide.  (Caregivers are often made to justify to 
Medicaid why they need assistance, e.g. how many hours do you work, what does your day look like, who else 
is in your home, do you have pets?).  
g. Doctors state that the child is better and that is why they don’t need as many nursing hours or as much care. 
Families state the inverse is true, that the child is better “because” they are being monitored properly.
h. Understanding the difference between CMC and a child with special needs
i. It is difficult to provide coverage when nursing hours are unable to be filled or a nurse calls out unexpectedly.  
Families are forced to take unexpected time off from work, as there is no one else who is able to care for their 
child, resulting in a loss of income and in some cases resulting in being unable to continue to work.
j. Reason for nursing – There are often discrepancies between work/sleep/school/holidays/weekends.  Hours 
should all be flexible – our days/weeks/months are not normal and vary. Some caregivers have varied work 
schedules, while others may have higher need during times when secondary caregiver may be unavailable, etc. 
k. No hours are built in to allow the caregiver to do regular  tasks/chores/respite/daily living.  Hours are only 
approved for things such as the caregiver working or the child going to school.  Often times when the care 
giver is home it is assumed nursing is not needed.  However, CMC have constant need to be monitored and if 
no nursing available the caregiver must provide nursing, as well as all other household task.

1. Offer a higher rate to care for 
CMC that may increase with age as 
well.
2. Vary reimbursement for in home 
nursing based on diagnosis. 
3. Decision for number of hours 
should be provider driven; look at 
other models from other states and 
create an objective tool for the 
provider to use, such as a point 
system for each dx which 
corresponds to the number of 
hours.
4. Look at child not caregiver. The 
nursing should be provided for the 
child just as if the child were in the 
hospital or skilled nursing facility to 
insure the child’s health and safety. 
5. Offer reimbursement for in-home 
services not currently offered.
6. Look at reimbursing the families 
directly when they are tasked with 
providing coverage, in the absence 
of in-home nursing.
7. Reach out to actual home health 
care nurses around ideas for 
retention and recruitment.

*Compare cost 
of hospital stay 
- vs- 24 in-
home care-vs-
skilled nursing 
facility stay.
* Identify if 
other states pay 
different rates 
for in-home 
nursing support 
for CMC. 
* Research if 
other states 
allow 
caregivers, or 
other non-
licensed 
individuals, to 
be reimbursed 
for care of 
CMC, such as 
attendant care. 

Payers; 
Models of Care



DELAWARE’S PLAN







RECOMMENDATIONS FROM THE 
CMC STEERING COMMITTEE





CMC ADVISORY 
COMMITTEE
CHARTER



CMC ADVISORY 
COMMITTEE
GUIDING

PRINCIPLES



CMC ADVISORY COMMITTEE





CMC ADVISORY COMMITTEE





DEFINITION



SKILLED HOME HEALTH NURSING WORK GROUP SUMMARY REPORT
PERIOD ENDING JUNE 30, 2019

QUARTER 1 ACTIVITIES

• Initial meeting 2/25

• Identified key short-term focus 
areas 

• Finalized 2019 work plan 

• Engaged Family Voices for support 

QUARTER 2 ACTIVITIES

• Compiled research  specific to PDN 
workforce capacity study

• Designed a study framework and 
questions for the PDN workforce 
capacity study/survey

• Drafted a  definition of 
parent/caregiver emergency and a 
process for responding to emergent 
parent/caregiver needs.

UPCOMING ACTIVITIES

• Meeting with the University of 
Delaware Center for Disabilities 
Study regarding workforce study

• Request for provider and provider 
agency’s PA processes

• Initiate workforce study 

• Upcoming meetings:  7/29, 8/12, 
8/26

2019 Q1 2019 Q2 2019 Q3 2019 Q4

• Finalize work plan
• Present highlights to 

Advisory Committee

• Design workforce study 
and draft questions

• Research on workforce 
capacity issues

• Develop 
provider/provider agency 
PA questions

• Administer workforce capacity 
study

• Identify provider capacity and 
shortages 

• Develop a toolkit for 
navigating  the PA process

• Develop procedures to address 
emergent situations 

• Implement mechanisms to 
address emergent situations 

• Review and analyze findings of 
the workforce capacity study

• Review timeline for development 
of the competency training prior 
to year end based on Family 
Voices’ availability



DATA WORK GROUP SUMMARY REPORT
PERIOD ENDING JUNE 30, 2019

QUARTER 1 ACTIVITIES

• Met biweekly

• Finalized work plan

• Identified CMC Population

• Developed PDN gaps in care analysis 
and sent to MCOs

QUARTER 2 ACTIVITIES

• MCOs completed PDN gaps in care 
analysis

• Analyzed 2014-2017 claims data 
related to inpatient hospital admissions 

UPCOMING ACTIVITIES

• Develop and implement family and 
provider  satisfaction surveys

• Review PDN gaps in care data

• Review results of surveys and 
present to Advisory Committee

• Upcoming meetings: 7/30, 8/13, 
8/27

2019 Q1 2019 Q2 2019 Q3 2019 Q4

• Identify CMC population
• Present initial data to 

Advisory Committee
• Draft elements for PDN 

gaps in care analysis

• MCOs complete PDN 
gaps in care analysis. 
Workgroup reviews 
results

• Present initial summary 
to Advisory Committee

• Develop and implement 
family and provider 
surveys

• Present findings to 
Advisory Committee

• Continue analysis of 
utilization data for 
clinical services and 
other home health 
services

• Present findings to 
Advisory Committee





Kimberly Xavier, M.B.A – Senior Policy Administrator

Delaware Children with Medical Complexity Specific Web Page: 
https://dhss.delaware.gov/dhss/dmma/children_with_medical_complexity.html

https://dhss.delaware.gov/dhss/dmma/children_with_medical_complexity.html
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