
Improving the System ςHelping the 
Child 

A Focus on Children and Youth with 
Special Health Care Needs



Objectives

ÁDescribe the applicability of quality improvement 
ƳŜǘƘƻŘƻƭƻƎȅ  ǘƻ ¢ƛǘƭŜ ±Ωǎ ŜŦŦƻǊǘǎ ǘƻ ŎǊŜŀǘŜ ŀƴŘ 
sustain effective community based systems of care 
for children and youth with special health care 
needs

ÁDescribe the application of  quality improvement 
methods to other large delivery or support systems



ISC Collaborative Overview

ÁImproving the System of Care for Children and Youth 
with Special Health Care Needs

ÁThree year project sponsored by HRSA/MCHB

ÁAim: Improve health and well-being of children and 
youth with special health care needs (CYSHCN) and 
their families by building the capacity of state Title V 
programs, in concert with other state partners, to 
sustain effective community based systems of care 
for this population



ISC Collaborative Overview

ÁTwo learning collaboratives, each with Epilepsy, 
Newborn Hearing Screening and Title V tracks

Á9ǾŜǊȅ ǎǘŀǘŜΩǎ ŎƭƛƴƛŎŀƭteam included the state Title V 
director

ÁDual role of Title V

üSupport of the clinical teams

üSustain and spread improvements



Optimal outcomes 
for  patients and 
families

Outcome Primary Drivers Secondary Drivers
Change ideas /
Key processes

P1. Medical 
home

S1.1 Identify PCP

P2. Public or 
private 
insurance

P3. Reliable 
hearing 
screening and 
follow up

P4. Parents are 
informed about 
service access

P5. Parents are 
involved and 
active

P6. Transition 
plans are in 
place

S1.2 Inform PCP

S1.3 Educate PCP

S2.1 Facilitate enrollment

S2.2 Advocate for coverage

S2.3 Provide supplement 
coverage

S3.1 Screening by 1 month

S3.2  Audiological eval by 3mo

S3.3  EI by 6 mo

S3.4.  High - risk infants 
screened

S3.6  Screen for additional 
conditions

S4.2 Track patients for follow 
up

S4.3 Inform agencies & staff

S5.1 Culturally competent 
services

S5.3 Parents represented at all 
levels

S6.1 Implement transition 
plans

S1.4 PCP/specialist/family 
communication

S3.5. Ediology investigations

S4.1 Map service options

Change Package



Dual Role of Title V

ÁSupport of clinical teams

üsharing of broad aims

üresponsible for prioritization and ownership of selected 
secondary drivers or focus areas

ÁPromote system-wide change 

üquality improvement methods

üleadership and management tools



Assessment & Development of Title V Quality 
Improvement Skills

ÁISC Collaborative

üTitle V Index 

üAim statement development 

üChange ideas aligned with Driver Diagram (LS 3)

üPrioritization of change activities and alignment with 
clinical teams

üCoaching





Assessment & Development of Title V Quality 
Improvement Skills

ÁISC Collaborative

üTitle V Index 

üAim statement development 

üChange ideas aligned with Driver Diagram 

üPrioritization of change activities

üCoaching











High impact, low 
status processes 
are key targets for 
improvement!



Assessment & Development of Title V Quality 
Improvement Skills

ÁISC Collaborative

üTitle V Index 

üAim statement development 

üChange ideas aligned with Driver Diagram 

üPrioritization of change activities

üCoaching

üJump Start for MCHB Grantees



Assessment & Development of Title V Quality 
Improvement Skills

ÁJump Start Quality Improvement Program

üProvide technical support and training to States to utilize 
continuous quality improvement as a strategy for system 
development

üFocus on charter or aim statement development, team 
recruitment and project plans

üMonthly coaching and technical support for the 
development of  learning collaboratives



Success Stories

ÁMaine NBHS

ÁIowa NBHS

ÁFlorida Epilepsy



Florida Title V

ÁEFOF/CMS partnerships with each CMS health care 
center in the South FL area for reciprocal referrals

Á/a{Ωǎ ŀƭƭƻǿŜŘ tŀǊŜƴǘ !ŘǾƻŎŀǘŜǎ ŀŎŎŜǎǎ ǘƻ ŎƭƛƴƛŎǎ 
which facilitated the development of Seizure Action 
Plans

ÁCMS has improved their co-management between 
physicians and the care coordination team in 
Miami, thus improving care, reducing admin burden 
on pedsand streamlining services. 



Florida Epilepsy: Seizure Action Plans



Assessing Readiness to Improve

ÁTool adapted for the Neonatal Outcomes 

Improvement Project

ÁwǳōǊƛŎ ŦƻǊ ŀǎǎŜǎǎƛƴƎ ǘƘŜ ƻǊƎŀƴƛȊŀǘƛƻƴΩǎκŀƎŜƴŎȅΩǎκ 
ŘŜǇŀǊǘƳŜƴǘΩǎ ƭŜǾŜƭ ƻŦ experiencein participating in 
cross-organizational collaboration for quality 
improvement.

ÁAssesses organizational readinessfor engaging in 
collaborative quality improvement efforts



Using the Tool

Á 5ŜǎƛƎƴŜŘ ǘƻ ƎƛǾŜ ŜŀŎƘ ǇŀǊǘƴŜǊ ŀ ǊǳōǊƛŎ ŦƻǊ ŀǎǎŜǎǎƛƴƎ ǘƘŜ ƻǊƎŀƴƛȊŀǘƛƻƴΩǎκŀƎŜƴŎȅΩǎκ 
ŘŜǇŀǊǘƳŜƴǘΩǎ ƭŜǾŜƭ ƻŦ experiencein participating is cross-organizational collaboration for 
quality improvement.

Á Assesses organizational readinessfor engaging in collaborative quality improvement efforts.  

Á The tool is based on a 0-5 scale.  Score 0 indicates that an organization has no experience, 
capability or capacity in the given area, and Score 5 indicates that an organization has 
significant experience, capability or capacity and has experienced engaged in successful 
improvement initiatives due to their abilities.  Scores 2 and 4 are intentionally left blank to 
simplify the scoring process while allowing room for iterative improvement between scores.   

Á For each category, we ask that you explain your reasoning: support your choice of score with 
explanations of specific systems, resources or projects your organization has in place.  

ü If you have plans for how you will achieve this goal, please also indicate upcoming 
action items in each category. 

ü This will provide you with the first steps towards an improvement plan.  

ü Over the next months NICHQ will work with you to refine these plans and implement 
changes to build your capacity in areas specific to your aims.  



Leadership

A.1 What is the leadership experience and success in collaborative multi-organizational efforts to improve quality and coordination of 

care?

Score Description Supporting Rationale for Score:

Score 0 There is no experience as a partner or a leader in cross organizational collaborative 

improvement.

Score 1 There is little leadership experience in collaborative improvement initiatives, 

although organizational leadership might be aware of improvement projects across 

the state and might have participated as a partner in an improvement project. 

There is no or little documented success related to cross organizational 

collaborative improvement and little awareness of learning has occurred from this 

experience.

Score 2

Score 3 There is moderate leadership experience with multi-organizational improvement 

initiatives and some clear success has been identified. Leadership learned from the 

experience and some knowledge management of this learning is evident and 

formalized. Organizational culture exhibits some evidence of value for system-wide 

collaborative improvement.

Score 4

Score 5 Leadership has much experience and recognized success in jointly-planned, cross-

organizational improvement initiatives. Leadership is aware of multiple 

improvement projects common across the state and consistently, actively works 

with partners to align differing goals and priorities. Partners involved in 

improvement initiatives formally identify learning from and about their partnership 

experience. A formalized knowledge management structure is clearly evident and 

used for improvement of multi-organizational improvement efforts. Organizational 

culture supports collaborative improvement and values alignment of differing goals 

towards the common aim of improving quality of care and services. 

NA This section is not applicable to the organization. 

Comments, Suggestions, Action Items: 




