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Objectives

A Describe the applicability of quality improvement
YSGUK2R2f 238 02 ¢AGES =+
sustain effective community based systems of care
for children and youth with special health care
needs

A Describe the application of quality improvement
methods to other large delivery or support systems
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|ISC Collaborative Overview

A Improving the System of Care for Children and Youtl
with Special Health Care Needs

A Three year project sponsored by HRSA/MCHB

A Aim: Improve health and welieing of children and
youth with special health care needs (CYSHCN) and
their families bybuilding the capacity of state Title V
programs in concert with other state partners, to
sustain effective community based systems of care
for this population
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|ISC Collaborative Overview

A Two learningcollaboratives each with Epilepsy,
Newborn Hearing Screening and Title V tracks
A9 BSNE & tdars i9duded the\syate Titte tv

director
A Dual role of Title V

U Support of the clinical teams
U Sustain and spread improvements
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Outcome

Primary Drivers

Secondary Drivers

S1.1 Identify PCP

P1. Medical
home

S1.2 Inform PCP

S1.3 Educate PCP

S1.4 PCP/specialist/family
communication

Change ideas /
Key processes

Do Dl
rZ. T uunc Ul

private

S2.1 Facilitate  enrollment

muraricT

S2.2 Advocate for coverage

S2.3 Provide supplement
coverage

Optimal outcomes
for patients and
families

P3. Reliable
hearing
screening and
follow up

S3.1 Screening by 1 month

S3.2 Audiological eval by 3mo

S3.3 El by 6 mo

P4. Parents are
informed about
service access

S3.4. High -risk infants
screened

Change Package

S3.5. Ediology investigations

S3.6 Screen for additional
conditions

P5. Parents are
involved and
active

S4.1 Map service options

S4.2 Track patients for follow
up

S4.3 Inform agencies & staff

P6. Transition
plans are in
place

S5.1 Culturally competent
services

S5.3 Parents represented at all
levels

R i

S6.1 Implement transition
plans
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Dual Role of Title V

A Support of clinical teams
U sharing of broad aims

U responsible for prioritization and ownership of selected
secondary driversor focus areas

A Promote systenwide change
U quality improvement methods
U leadership and management tools
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Assessment & Development of Title V Quality
Improvement Skills

A ISC Collaborative
U Title V Index
U Aim statement development
U Change ideas aligned with Driver Diagram (LS 3)

U Prioritization of change activities and alignment with
clinical teams

U Coaching
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Aim Statement: To have state systems that are capable of creating and sustaining integrated systems of care for children with special health care needs as indicated by
the & core MCHE outcomes.

Preparation

Preliminary action steps

Implementation

Mastery

Sustainability

1. Strategic leadership:

A strategic plan for the Title V
program has been established.

The strategic plan has been shared
and communicated across the Title
W program.

The will and trust for realizing
the strategic plan has been
established within the Title W
program and key stakeholders
and partmers.

The strategic plan is embedded
within the Title V program. A
number of goals associated with the
strategic plan have been achieved
and long term plans for sustaining
these achievements are being
developed.

Goals assodated with the strategic
plan are met consistently. Lessons
learned are shared and acted on
across the Title W program in an
environment of mutual trust. Flans
for the long term sustainability of
the goals are being executed.

The Titde V' program strategic plan
includes areas that are specific to
parimerships across public and
private sectorsfconstituency.

2. Partnerships across public and private sectors:

Key public and private sector
constituencies have been identified
and imitial relationships have been
established.

A number of programs have
begun to partner effectively with
key public and private sector
constituences.

A number of targets in the Title V
strategic plan have been met in
partnership with key public and
private sector constituencies.

Partmerships with key public and
private sector constituencies have
been sustained and have led to the
realization of relevant targets in the
Title W program strategic plan.

3. Quality Improvement:

The Titde \V program strategic plan
includes areas that are specific to
quality improvement.

The quality improvement strategic
plan has been shared and
communicated across key
stakeholders and partners

A number of guality
improvement projects, in
partnership with key
stakeholders, partners and
families are undenvay.

A number of quality improvement
projects, in partmership with key
stakeholders, partners and families
hawe achieved positive results.

Ouality improvement is embedded
in all programs and process.
Sustained results have been
achieved. Lessons learned are
consistently shared across key
stakeholders, partners and families.

4, Use of available resources:

The Titde V program understands
the need to maamize the use of
available resources.

The Title V program is cognizant of
available resources, including
financial, personnel skill sets and
knowledge systems.

Are actively engaged in
maximizing productivity in some
system of care areas by directly
or indirectly influencing available
TESOUrCES.

Has achieved some success in
achieving targets by directly or
indirectly influencing available
resources effectively.

Ayailable resources are consistenthy
levered =0 as to maximize the
likelihood that the targets
associated with the overall strategic
plan are achieved.

5. Coordination of service delivery:

The Title \V program strategic plan
includes areas that are specific to
service coordination.

Have identified where there are
gaps in the provision and
coordination of services.

Plans are in place to reduce gaps
in the provision and coordination
of services.

Some success has been achieved in
reducing gaps in the provision and
coordination of services.

Rapid improvements in service and
coordination are consistenthy
realized in partmership with key
stakeholders and families to remowve
these.

6. Data Infrastructure:

The Title \V program strategic plan
includes areas that are specific to
data infrastructure.

The nead to establish effective data
systems has besn communicated
across key stakeholders and
partmers.

A number of data systems have
been established.

A number of data systems exist and
are routinely used to share system
of care performance imformation
across key partners and
stakeholders.

Information of the whole system of
care is shared routinely across key
pariners and stakeholders in a
manner that informs the knowledge
and actions required to meet the
targets of the overall strategic plan
of the Title V program.
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Assessment & Development of Title V Quality
Improvement Skills

A 1SC Collaborative
U Title V Index
U Aim statement development
U Change ideas aligned with Driver Diagram
U Prioritization of change activities
U Coaching
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EPILEPSY
Driver and Change Package alignment to achieve optimal outcomes for all patients and families in the local patient population

Primary Driver #4: Services for children with special healthcare needs and their families will be organized in ways that families can use them easily. (E10)

. . Work on Change
2° Driver Clinical Change Ideas Title V Change Ideas :
Idea? (Y/N)
4
5 g . . . Tlali). Create [or support) 2nd maintain statewide searchable, family resource directory. Identify and implemeant strategies to
53 C1a. Medical teams develop fist of meaningful maximize consumer and provider access to database and to make it easy for users to correct or update infermation
E_ E' 3 community resources for patients, families, and
. g ;‘_ staff w/ input from families (£10)
gay
g & v
]
f g “E" C1b. Medical provider asks family permission for EF Tlh[.i]. A_ssure [pl.'mride, supplmjr, rrain}.care coordinators or other front-line personnel to serve as easy access points for families
5 '5 to proactively call familly to personally introduce 2nd seeking information about clinical settings
i explain their services [E10)
]

T2ali). Partner w/ state education agency to establish state program to build capacity of school RNS to support C3HCN in school

C2a. Families get info about epilepsy into school T2alii). Develop standardized protocol and accompanying form to guide safe and supportive integration of C3HCN in schoal

health curriculum - a school nurse can facilitate, can
use Take Charge of Facts developed by EF (E10)

T2aliii). Develop standardized protocel to link school RNs or other responsible school personnel to medical home

T2aliv). Provide training to school RNs on care of CSHCN in school

T2b(i). Support and publicize work of PTP HICs and other parent organizations to train/inform parents on IDEA rights and on strategies
for effective collaboration with school personnel

52. Coordinate referrals
to non-medical providers
fE1C)

C2b. Families review information/guidelines in
school nurse manuals (use parent experts to help
review). (E10)

7 Title V Prework — Learning Session #3 NICH




2" Driver

Clinical Change Ideas

Work on
Change
Idea?

Current
Status

Predicted
Impact

51. Identify PCP.
(NH24)

Cla. Hospital screener obtains and documents PCP name and contact info from family.
{NH24)

Clhb.

52. Ensure PCP has
results of hearing
screen and
diagnostic tests.
(NH24 & NH43)

C2a. Hospital staff verifies identity of PCP and faxes/ calls in screen result. Verifi@tion
includes confirming provider has accepted the patient into their practice, knows the
screen result and accepts responsibility for follow-up. [NH24 & NH49)

C2b. Use standardized process, fax-back, phone call, etc. to communicate result of
audiology testing. For confirmed hearing loss fax results & care plan to the PCP/MH in 2
days

Cle.

53. Educate PCP about
medical work-up and
care planning for
infants with hearing

loss.

C3a. Provide “just in time” information to PCP/MH about follow up for infants who “did
not pass” the newborn screen; use standardized evidence-based materials; provide
outreach with phone call to practice offering guidance and support

C3h.

54, Streamline

communication

between PCP-
special ists and family.

C4a. PCP office confirms follow-up appointment for diagnostic audiology with parents at
time of first newborn PCP/MH visit; stresses its importance.

Cdb. Agree on minimum content of referral and response letters (g2 between audiologist
and PCP) and use templates

C4c. Build service agreements, co-management plans, between primary and specialty care
(ENT/ORL, audiclogy, genetics, ophthalmaology, El); include core competencies, referral
guidelines, communication and expectations for access to one another.

C4d. Families of DHH children sign universal consent form allowing sharing of information
(HIPAA-FERPA) between PCP, audiclogy, family, El and state EHDI program at ime of
referral to El.

Cde. Use standardized process, fax-back, phone call, etc. to communicate El enroliment
information and care plan to the PCP/MH within 2 days of IFSP.

CAf. Parents have copies of case summary, care plans, medication lists in care notebook.
(NH3E)

C4g. Parents carry health information on flash-drives.

Cdh.

55.

55a.

55h.
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2° Driver

S1. Identify PCP.
(NH24)

Primary Driver #1: All CSHCN receive coordinated ongoing, comprehens

" Clinical Change Ideas

Cla. Hospital screener obtains and documents PCP name and contact info from family.

{NH24)

Work on
Lhange
fdea?

ive care in a medical home.

Current

o Status

Clb.

S2. Ensure PCP has

C2a. Hospital staff verifies identity of PCP and faxes/ calls in screen result, Verification
includes confirming provider has accepted the patient into their practice, knows the

results of hearing screen result and accepts responsibility for follow-up. (NH24 & NH49)
screen and C2b. Use standardized process, fax-back, phone call, etc. to communicate result of
diagnostic tests. audiology testing. For confirmed hearing loss fax results & care plan to the PCP/MH in 2 %
(NH24 & NH49) | 921
C2c. Z
$3. Educate PCP about | C3a. Provide “just in time” information to PCP/MH about follow up for infants who “did /
medical work-up and | not pass” the newborn screen; use standardized evidence-based materials; provide O

care planning for
infants with hearing
loss.

outreach with phone call to practice offering guidance and support

C3b.

S4. Streamline
communication
between PCP-
specialists and family.

C4a. PCP office confirms follow-up appointment for diagnostic audiology with parents at
time of first newborn PCP/MH visit; stresses its importance.

C4b. Agree on minimum content of referral and response letters (e.g between audiologist
and PCP) and use templates

C4c. Build service agreements, co-management plans, between primary and specialty care
(ENT/ORL, audiology, genetics, ophthalmology, El); include core competencies, referral
guidelines, communication and expectations for access to one another,

Cad. Families of DHH children sign universal consent form allowing sharing of information
(HIPAA-FERPA) between PCP, audiology, family, El and state EHDI program at time of
referral to EI.

Cqe. Use standardized process, fax-back, phone call, etc. to communicate El enroliment
information and care plan to the PCP/MH within 2 days of IFSP.

caf. Parents have copies of case summary, care plans, medication lists in care notebook.
(NH36)

Cag. Parents carry health information on flash-drives.

Cah.

SS.

SSa.

SSb.
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Prioritizing Changes // S?Zs m?L E’.E/

Team: MHS [EAm Primary driver selected: IMENC g
For each primary driver you have selected for this exercise, use this worksheet to rate each of the

change ideas on two dimensions: the current status of the process in question, and your prediction
of the impact of the change on your aim. The rating scales appear below.

Plot the changes on the grid below, and be prepared to discuss your results,
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Prioritizing Changes // M

Team: (o NBHS TEAwW Primary driver selected: MEN C g

For each primary driver you have selected for this exercise, use this worksheet to rate each of the
change ideas on two dimensions: the current status of the process in question, and your prediction
of the impact of the change on your aim. The rating scales appear below.

Plot the changes on the grid below, and be prepared to discuss your results,

High impact, low

status processes
F
, RO are key targets for
c* improvement!
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Assessment & Development of Title V Quality
Improvement Skills

A 1SC Collaborative
U Title V Index
U Aim statement development
U Change ideas aligned with Driver Diagram
U Prioritization of change activities
U Coaching
0 Jump Start for MCHB Grantees
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Assessment & Development of Title V Quality
Improvement Skills

A Jump Start Quality Improvement Program

U Provide technical support and training to States to utilize
continuous gquality improvement as a strategy for system
development

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

U Monthly coaching and technical support for the
development of learningollaboratives
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success Stories

A Maine NBHS
A lowa NBHS
A Florida Epilepsy
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Florida Title V

A EFOF/CMS partnerships with each CMS health care
center in the South FL area fi@ciprocal referrals

Al a{Qa Ftf26SR tIINBYUl ! R¢
which facilitated the development @eizure Action
Plans

A CMS has improved their ananagement between
physicians and the care coordination team in
Miami, thus improving care, reducing admin burden
on pedsand streamlining services.

National Initiative for Chil
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Florida Epilepsy: Seizure Action Plans

Florida - Epilepsy
Epilepsy 05 - Seizure Action Plan - Series 1
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Assessing Readiness to Improve

A Tool adapted for the Neonatal Outcomes
Improvement Project

AwdzoNRA O F2NJ Faasaaiy3da (K
RS LI NI Y Sy éxpeiiendarspar8dpatiggfin
crossorganizational collaboration for quality
Improvement.

A Assesses organizatiomaladinessfor engaging in
collaborative quality improvement efforts

National Initiative for Chil
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Using the Tool

A

A
A

5SaA3dySR (2 3IAGS SIFOK LI NOYSNI I NHz2oNRO ¥F2
RS LJ NI Y Sy éxpedienda’s pauidipatifglis croserganizational collaboration for

guality improvement.

Assesses organizationaladinessfor engaging in collaborative quality improvement efforts.

The tool is based on a®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.

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

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

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

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.

NICH
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Leadership

A.1 What is the leadership experience and success in collaborative roudfanizational efforts to improve quality and coordingtn of

care?

Score

Description

Supporting Rationale for Score:

Score 0

There is no experience as a partner or a leader in cross organizational collab
improvement.

Score 1

There is little leadership experience in collaborative improvement initiatives,
although organizational leadership might be aware of improvement projects a
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
experience.

Score 2

Score 3

There is moderate leadership experience with matganizational improvement
initiatives and some clear success has been identified. Leadership learned fr¢
experience and some knowledge management of this learning is evident and
formalized. Organizational culture exhibits some evidence of value for sysiden
collaborative improvement.

Score 4

Score 5

Leadership has much experience and recognized success in-farilyed, cross
organizational improvement initiatives. Leadership is aware of multiple
improvement projects common across the state and consistently, actively wor
with partners to align differing goals and priorities. Partners involved in
improvement initiatives formally identify learning from and about their partners
experience. A formalized knowledge management structure is clearly evident
used for improvement of mukbrganizational improvement efforts. Organization
culture supports collaborative improvement and values alignment of differing ¢
towards the common aim of improving quality of care and services.

NA

This section is not applicable to the organization.

Comments, Suggestions, Action Items:
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