
Project Purpose

The goal of the learning journey was to help Title V state 

teams continue existing work and lay the foundations 

needed to create a sustainable population health approach 

in the years to come. Specifically, the journey aimed to help 

teams:

• Grow their capacity as a Title V program to develop and 

implement population health approaches for CYSHCN, 

as it relates to their 5-year needs assessment; and

• Grow the skills needed to develop and implement 

equitable population health approaches for the CYSHCN 

population.

Curriculum Design

Program Format

Building Capacity to Advance Population Health Approaches for 
Children and Youth with Special Health Care Needs (CYSHCN)



January Webinar (Welcome)

• Agreed upon a shared definition of population health and health equity

• Reflected on participating states’ biggest successes and challenges to implementing a 

population health approach for CYSHCN to date (Appendix B)

• Discussed ways the state teams’ projects might unintentionally worsen disparities and 

identified strategies teams could use to shrink existing disparities (Appendix C)

The curriculum was developed after consultation with the Design Team, which consisted of 7 

CYSHCN professionals and representatives from HRSA, the Workforce Development Center, and 

Improvement Partners. The Design Team: 

• Assisted in planning a robust and flexible curriculum, with suggestions around timing, topics, 

and opportunities for collaboration;

• Brainstormed potential challenges this work would encounter and potential solutions; and

• Suggested scope modifications and measurement refinements to ensure state teams would 

not be overwhelmed.

For a more complete list of Design Team suggestions, see Appendix A.1,2 

Focus on Population Health and Health Equity
Given this project’s focus on supporting population-health and health equity for CYSHCN, we 

modified our traditional curriculum and tools to better support teams in their journey to become 

more population-focused and equity-centered. The below text defines how each milestone was 

modified to meet these two priorities.

February Webinar (Aim Statements)

• Included population level examples

• Provided tips for narrowing project focus to include equity

• Included reflection questions to encourage population-level and equity-centered thinking 

for each component of the aim statement 

• Coached teams on:

• Clearly defining the connection between their short-term project and their longer-

term aims

• Identifying health disparities so they could work to close gaps instead of unintentionally 

widen them

• Explicitly stating their intent to engage PWLE & families to create a shared aim, where 

they do “with” instead of “to”

• Using language that is asset-focused instead of deficit-focused

• Scoping their work to allow for meaningful change in a short time
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March Webinar (Engaging People with Lived Experience)

• Helped teams consider the why, who, when, and how for engaging PWLE

• Provided examples of engaging PWLE

• Explored strategies for meaningfully engaging PWLE, including ways to improve 

organizational readiness, create shared power, recruit and respect diversity, clearly 

define the purpose of partnering with PWLE, encourage self-determination, appreciate 

strengths and assets, build trust, develop a collaborative process, create commitment, 

and sustain engagement

• Introduced the four domains of family engagement, the Family Engagement Checklist, 

and the FESAT

• Discussed how teams can use the introduced tools to identify opportunities for 

improvement and create an action plan to more meaningfully engage families in their 

work

April Webinar (Project Management)

• Added reflection questions to the Core Conversations exercise to encourage teams to 

consider their personal contributions, inspirations, and doubts as they relate to population-

based and equity work 

• Framed the 30/30 as a way to facilitate communication among their multi-disciplinary 

team and capture learnings 

May Learning Institute3 (Systems Thinking and Current State)

• Framed the 1.5 day learning institute around the teams’ joint desire to create more 

population-centered, family-centered, and equitable systems

• Provided space for teams to consider what population-centered, family-centered, and 

equitable systems would look like for their state’s CYSHCN (Appendix D)

• Held a Peer Subject Matter Expert Panel, where experts in the field shared real life 

examples, challenges, and lessons learned

• Introduced tools to help teams better understand the complex systems impacting 

their population-based projects, identify power imbalances between stakeholders, and 

identify missing perspectives

• Clearly defined how systems thinking can help address inequities

• Facilitated a pair sharing activity to help teams develop innovative solutions to the unique 

challenges presented by population-based work

• Provided a tool to help teams begin identifying measures for population-based work 

• Continuously re-centered the conversation by asking teams to reflect on what they 

learned re: population health, equity, and family engagement (Appendix E)



June Webinar (Prioritization)

• Provided tools to help teams prioritize next steps, taking into consideration the different 

perspectives of many stakeholders

• Provided example criteria teams could tailor to help them prioritize. Example criteria 

included: impact on aim, degree of population health focus, feasibility, amount of support 

for an idea, level of importance to families, impact on equitable outcomes, and emphasis 

on a whole family approach

July Webinar (Plan-Do-Study-Act Cycles)

• Highlighted how larger, population-level changes can be broken down into smaller 

pieces for testing

• Discussed how to engage PWLE and families in the testing process

• Considered the importance of intentionally including those who may be negatively 

impacted by a change 

• Provided examples showing how testing can be used in population-based projects, 

including an example from Family Voices around cultural adaptation of resources and 

translations

August Webinar (Celebration)

• Modified the Workforce Development Center’s celebration template to include:

• How the identified project impacted each state’s ability to “move down the pyramid”

• Key learnings related to engaging families and PWLE, centering equity, and creating 

innovative partnerships 

• Encouraged cross-sharing by asking each team to identify outstanding questions for 

discussion 

Affinity Group Calls

• Focused on three topics identified by state teams as a priority: training staff for the move 

to population health, family engagement, and measurement / evaluation

• Provided a space for teams to discuss the unique challenges experienced during 

population-focused projects
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Coaching Calls

• Provided a safe space to encourage the sharing of different perspectives, reconcile 

differences, and come to consensus 

• Helped teams move through the different stages of team formation, which is especially 

important in multi-disciplinary teams 

• Facilitated brainstorming exercises to expand mindsets

• Framed discussions with population and equity-centered prompts

Project Team

MCH Workforce 
Development Center 

Provided overarching 

guidance on curriculum 

design, identified and 

presented tools as needed, 

and supported evaluation 

efforts

Population Health 
Improvement Partners

Led the Learning Journey, 

including curriculum 

development, coaching, 

material / tool delivery, and 

call facilitation

Wisconsin CYSHCN 
Program

Assisted with the 

identification and recruitment 

of Peer SMEs, matched 

state teams with Peer SMEs, 

shared expertise with state 

teams, and presented 

content as needed

Family Voices

Provided support to state 

teams on a need be basis, 

assisted with resource 

identification, and presented 

material / facilitated calls as 

needed

Association of Maternal & 
Child Health Programs

Provided support to state 

teams on a need be basis, 

assisted with resource 

identification, and facilitated 

calls as needed
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Alabama

Our long-term aim is to improve the 

system of care in Alabama so that 

Children and Youth with Special Health 

Care Needs (CYSHCN) and their families 

can access the pediatric specialty care 

they need when they need it, which 

will reduce unnecessary burdens and 

inequities for CYSHCN and their families 

and improve their health outcomes and 

quality of life.

Massachusetts

Short-term aim: To develop a 

comprehensive workplan by August 

2022 to guide the development and 

implementation of a statewide CC T/TA 

center in Massachusetts 

Long-term Goal: To align with MassHealth 

and move the Division’s CC program 

“down the pyramid” from enabling 

services to a population-based approach 

as encouraged by HRSA-MCHB, to 

effectively serve more children and 

families in Massachusetts 

Texas

By September 2022, we will improve 

the Family Support and Community 

Resource (FSCR) program to anticipate, 

identify, and respond to the needs of 

families and caregivers of CYSHCN. This 

initiative will equip and empower partner 

organizations to provide proactive, 

inclusive, population-level support to 

their communities.

West Virginia

Our long-term aim is to create an 
engagement strategy to maximize care 
coordination and to increase awareness 
among our partners and stakeholders 
of WV Children with Special Health Care 
Needs. 

For this project, we have developed 
a survey to gauge the needs of the 
CYSHCN families and community as 
well as gauge the level of awareness of 
our programs. We will apply findings to 
increase engagement and strengthen 
referrals to assist in overall care 

coordination.

Participating State Teams and Project Aims
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Major Accomplishments Across State Teams

Teams self-reported that the learning journey helped them move towards a population 
health approach.

In addition to the themes reported above, teams also self-reported many project-specific 

accomplishments, which they summarized during the celebration webinar (Appendix F).

Teams reported achieving the below major 

milestones:

• Recruiting a multi-disciplinary team

• Moving through the stages of team 

development to build strong, high 

functioning teams 

• Building critical relationships, both 

internal and external and both with 

families and professionals; 

• Defining population health as it pertains to 

their project;

• Refining their project aims to be clear about 

their project scope and target population; 

• Developing a clear process to engage 

families in both their short-term and long-

term goals;

• Gleaning invaluable expertise from family 

partners;

• Utilizing QI and project management tools 

to help move towards a population health 

approach; and 

• Connecting and networking with Peer 

Subject Matter Experts.

Teams expressed the learning journey 

provided them with a space to:

• Identify key drivers that impact their ability 

to move towards a population health 

approach; 

• Create a shared vision for how to 

implement population health strategies; 

• Operationalize definitions across project 

partners; 

• Determine what steps they need to take 

to move towards a population health 

approach and create a workplan to drive 

action; 

• Put equity and family engagement at the 

forefront;

• Identify internal obstacles that may 

inadvertently lead to missed opportunities 

with families and stakeholders;  

• Identify underserved and more vulnerable 

sub populations; 

• Establish internal leadership support; 

• Provide coaching to staff as they continue 

supporting population health approaches;

• Build new partnerships outside of Title V; 

• Identify possible non-traditional partners 

who may not focus on disability to reach 

more CYSHCN and their families; and 

• Explore their current data collection 

process to reimagine how to collect 

population-focused information and 

accurately measure impact without 

creating too much burden. 



Process Measures and Evaluation Data
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Lessons Learned

Recruitment

Recruiting states at similar implementation stages may not be necessary, given: 

• Every state’s CYSHCN program is structured differently, and therefore, learnings gleaned 

from other states must be applied indirectly 

• Every state excels in different areas, allowing cross learning regardless of implementation 

stage

Time Investment

Population-focused projects require system level transformation, and therefore, demand a 

larger time investment. For example:

• Team recruitment is complex

• Even in states with well-defined parent support networks, finding the right fit for each 

project and getting an official “assignment” is a process

• Teams have to explore how they might “partner differently” with existing allies 

• Contracting processes can be lengthy 

• Team formation may take longer, especially when team members come from multiple 

organizations

• Often, these individuals haven’t previously worked together, and therefore, initial team 

building exercises are critical 

• Each individual may come to the table with slightly different goals, and it’s important 

the team invests the time to rectify these differences up front 

• Storming with larger groups can take longer

• Team composition is fluid due to new needs being identified and staff turnover

• Coming to consensus on a project aim can be a lengthy process, given:

• The scope needs to be small enough to be manageable yet large enough to have an 

impact

• Clearly linking the project to the larger picture can be a complex process

• All stakeholders may have different expectations and priorities 
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Logistical Considerations

There are different logistical considerations when working with teams focused on creating 

population-level change. For example: 

• People may not be geographically located in the same area

• PWLE may not always be able to meet in person or during working hours

In addition, COVID created additional logistical barriers, such as the inability for many state 

teams to meet in person. For example:

• Each organization had differing COVID restrictions

• Each participant had differing comfort levels for in-person interactions

• Some family representatives felt strongly about not attending in-person functions, given 

they lived with CYSHCN

Additional Training Needs

There is a need for internal training re:  

• What a population health approach for Title V means 

• What skills staff need to develop to best support their organization in the shift to population 

health 

• How to create tailored, operationalized definitions for complex concepts, like population 

health and equity, for each team

Coach Role

Having a coach was critical in helping facilitate this work. Coaches helped:

• Encourage team formation

• Keep conversations population-focused and equity-centered

• Link project work to larger goals

• Provide a sense of accountability 

• Identify and overcome barriers more quickly

• Merge different team perspectives 

• Identify “small wins,” encourage celebration, and capitalize on momentum
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Networking Opportunities

Direct peer-to-peer connection, with two-way sharing, is a very effective model because it 

allows teams to dig deep into what really works. 

• Networking across states was critical and having Peer SMEs available to engage in the 

Learning Journey was a value add 

• Teams fear they may unintentionally cause harm by moving to a population health 

model. Hearing from states who have worked through similar emotions was helpful.

• All states brought a different perspective regardless of how far they’ve progressed in 

“moving down the pyramid”

• Hearing examples of what worked well and what didn’t work well in other states aided 

in triggering innovation 

• Matching states with peer expertise is challenging 

• Teams had not clearly defined their aim prior to starting the learning journey, which 

made it harder to anticipate needs and identify Peer SMEs with applicable experience

• Each state’s CYSHCN program is structured differently. What works well in one state 

may not be feasible in another (or in some cases may not be legally allowed).

• It takes teams time to identify the type of support needed (states “don’t know what 

they don’t know” – having the coach act as an intermediary was critical to making 

connections)

• States may not feel comfortable discussing obstacles with “an outsider.” Again, having the 

coach frame the purpose of the interactions was useful.

Recommendations

If this collaborative were to be repeated, we suggest: 

• Recruiting more broadly, with less of a focus on matching 

teams based on their implementation stage 

• Extending the timeline given the complexity of these 

system level transformations. Extending the timeline 

would allow:

• Teams to dedicate the time and energy needed to 

recruit a team and clarify their project aim

• The possibility of spreading the learning out to 

allow for more implementation time after a tool is 

introduced. For example, the collaborative could still 

hold calls on a monthly basis, but content webinars 

could be alternated with learning community calls, 

where states could discuss progress and challenges.
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• An additional learning session either: 

• At the beginning of the collaborative to build comradery both within and across teams 

and allow dedicated time to work on aim and scope or

• At the end of the collaborative to celebrate successes and plan for next steps 

• The possibility of creating a phased approach, where the learning journey is delineated into 

multiple segments, such as the below: 

• Phase 1: Team and aim development

• Phase 2: Moving to action 

• Phase 3: Planning for sustainability 

• Holding the learning collaborative in a centralized location, where state teams can come 

together, build team trust, and get to know other states

• Coupling the learning journey with content-specific educational opportunities, such as 

“population health basics for Title V.” It may be useful to open these training opportunities to 

other staff within the participating agencies. 

• Starting affinity groups at the beginning of the learning journey 

• Summarizing how each state’s program is structured. This may allow for easier identification of 

opportunities to collaborate. Consider: 

• Could a student review the CYSHCN action plans to determine how the different programs 

provide support?

• Could we review performance measures to determine which states approaches are working 

best? 

• Identifying Peer SMEs after the teams have solidified their project aims

• If clear “matches” are identified, it may be useful to invite the Peer SMEs to follow a team and 

be available during webinar team time and coaching calls. This would require increased 

compensation for Peer SMEs. 

• Alternatively, a larger panel of Peer SMEs could be recruited to be “on standby”, increasing 

the chances someone from the SME group would have the expertise requested 

• Hold a “get to know you call” with states and Peer SMEs at the beginning of the Learning Journey 

1: We did not reconvene the larger Design Team after the initial meeting due to scheduling difficulties. In addition, we felt 

convening the group on a routine basis could impede not only our ability to implement the original suggestions made by 

the Design Team but also our ability to react quickly to state teams’ needs. In lieu of bringing the entire group back together, 

we identified four CYSHCN professionals to engage on more of an intimate level and act as Peer SMEs to the state teams. In 

addition, we identified a Peer SME Lead to act as a liaison between the Peer SMEs and the project, determine the best way to 

engage Peer SMEs, and triage requests from state teams for individual consultations. The project team met with the Peer SME 

Lead monthly. 

2: Originally, the curriculum contained additional “Senior Leader Engagement” calls, however, the Design Team suggested we 

reduce call burden on the states. Given teams had senior leaders actively engaged on their core teams attending all learning 

journey milestones, we eliminated these additional calls. 

3: Initially, each team was supposed to meet in-person in their home state with their coach. However, given COVID restrictions, 

teams being spread across their states, and the varying comfortability level for in-person meetings, states were given the option 

to conduct the learning institute remotely. Three out of four state teams chose the virtual option, while the remaining state 

team met in-person with their coach. All state teams received content presented virtually by Center staff and had dedicated 

team time to apply taught tools.
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APPENDIX A.

DESIGN TEAM MEETING FEEDBACK

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the summary recommendations provided by the Design Team during the October 2021 meeting. 

Recommendations were collected both verbally and using the web-based tool “Mural.” This Appendix is 

the Mural output from the meeting. 



Consider how to
engage sr

leadership during
recruitment (2nd or

3rd meeting?)

Mutual
selection
between

project and
teams

Find out what
they think
their aims/
goals are

Written
applications
help show

who is
brought in

What is state's current
process for onboarding

partners who aren't
already being paid - do
they have a process to

pay families, for
example?

Bring family
leaders in

early

Be transparent that
states aren't always

going to look like the
experts - have to be
willing not to know

the answers Which states have
policies they can

share?

Include equity
qs in readiness
assessment /
conversations

What level of "senior"
leadership is required
for this type of work?

How to frame this part
in the application?

Leadership
engagement
as a part of
readiness

assessment

Specify what
we expect for

team
composition

and R&Rs

Ensure
representation by
those affected by

the change (families,
community

practitioners, etc)

Help teams
see link to
national

priorities -
example?

Be up front about
flexibility - we can

change as we learn
- and be realistic

about goals

General language for
consideration in

recruitment 
Assessing where the
states currently are

Team Composition
Considerations

Family
Leaders &

PWLE

Senior
Leadership

Could we do a
co-led project
with CYSHCN

staff and a PWLE /
family member?

Engage PWLE
earlier in the

process

Health Equity:
what work or

training has the
state already
done in these

areas?

DONE -
Incorporate

language into
"interest email"

Look at
national
priorities Review draft

application and
take these
things into

consideration

Draft example
team composition
w/ R&R to share
with interested

teams

paying families for time,
especially families from
communities experience
disadvantage including
contracting with family

leaders from these
communities is important.

How do we minimize
senior leader time

while still having the
buy-in needed

(competing
priorities)

   Recruitment Feedback1 Feedback on Key Compoents2

What key activities are you most excited about?  Why?

What would you change about the learning journey?

What would you like to see more of? 

What would you like to see less of?

What did we forget?

Coaching & TA:
having someone to

connect what
teams are learning

to practice

There are features that
make this program
unique - we might

want some
foundational teachings
to get everyone on the

same page

Could we do a
co-led project
with CYSHCN

staff and a PWLE /
family member?

Health Equity:
what work or

training has the
state already
done in these

areas?

Concrete examples
of types of projects

state teams can
accomplish / work

on

Tie these
examples
back to

measures

Engage family
voice / leaders and

state team Sr.
Leadership earlier

in recruitment
process

Balance out
forms/surveys--

to reduce
burden so we

are "doing"

Help states focus on
what needs to

change, where are
leverage points,

what will add
momentum to the

work

What can we do to
encourage

conversations to
explore/learn/reflect?

Will these teams
have a team lead?
Will we get these
leads together to

discuss and learn?

The end goal should
be that the teams have
a vision of a pop health
approach (it's ok if they
don't get there at the

end of 9 months)

Ongoing
supoport

after this is
over

AG: great to
learn from

others

Topics: What
are Pop Health,

How have
states gotten

there?

Aligning this
learning

journey with
the Needs

Assessment

Topics: HE/
readiness

Message: we are
going to help you
achieve what you

are already
working on.

Give specific concrete
examples so everyone
can grasp what we are
going to do--and tie it

back to the NPM.  (Use
examples from Block

Grant)

"planting the
seed" not

growing the
plant in 9-
months"

Shift language
from tool-focused
to more outcome-

or support -
focused

It took 2-3
years to
shift the
culture

How do we address/
message to families
that they won't lose

services?

Need change management
around the people involved
(how to frame program to
PWLE so they don't feel
they are going to lose

service - Jennie has good
experience with this)

Align w/ block
grants to

assess needs

Other

Cognizant of
what is feasible

for a state
program to do

Not a lot of
reporting -

focus on "fun
stuff" 

learning journey should be
aligned with the Needs

Assessment.  I think that is
important and where states

may need support to
identify what is happening
with CYSHCN pop across

their state.

Shift language from
"tools" to "support"/

outcomes

Time to make sure all
teams are on same

page re: terminology
(population health
and equity terms)

Consider role
based affinity
groups - team

leads, PWLE, etc

How can we use
implementation

framework to show
supports needed at

each stage, what
success looks like at

each stage, etc?

 DONE -
Refine key
component

language for
recruitment

Shift language
from tool-focused
to more outcome-

or support -
focused

DONE - Include
in "interest
email" and
application
language

Message: we are
going to help you
achieve what you

are already
working on.

DONE - Include
in "interest
email" and
application
language

Cognizant of
what is feasible

for a state
program to do

"planting the
seed" not

growing the
plant in 9-
months"

The end goal should
be that the teams have
a vision of a pop health
approach (it's ok if they
don't get there at the

end of 9 months)

It took 2-3
years to
shift the
culture

Create example
using appendix -
link to different

key components

Tie these
examples
back to

measures

Give specific concrete
examples so everyone
can grasp what we are
going to do--and tie it

back to the NPM.  (Use
examples from Block

Grant)

Consider inc in
welcome

webinar or first
practice
sessions

There are features that
make this program
unique - we might

want some
foundational teachings
to get everyone on the

same page

Topics: What
are Pop Health,

How have
states gotten

there?

Time to make sure all
teams are on same

page re: terminology
(population health
and equity terms)

Curriculum
consideration 

How do we address/
message to families
that they won't lose

services?

Need change management
around the people involved
(how to frame program to
PWLE so they don't feel
they are going to lose

service - Jennie has good
experience with this)

"Staging Document" Draft
implementation framework -
inc evaluation, supports for

each stage, how do you
know which stage you're at,
goal for each stage (start w

end goal and walk back)

Which partners
should we pull
in to help us

with this?

How can we use
implementation

framework to show
supports needed at

each stage, what
success looks like at

each stage, etc?

Look at needs
assessment/
curriculum

consideration

learning journey should be
aligned with the Needs

Assessment.  I think that is
important and where states

may need support to
identify what is happening
with CYSHCN pop across

their state.

Aligning this
learning

journey with
the Needs

Assessment

Align w/ block
grants to

assess needs

Curriculum
consideration

Balance out
forms/surveys--

to reduce
burden so we

are "doing"

Not a lot of
reporting -

focus on "fun
stuff" 

Revist this after
we do coaching
tool intro - what
tools can help

with this?

Help states focus on
what needs to

change, where are
leverage points,

what will add
momentum to the

work

Add language
that Affinity WG
can be topic or

role based

Will these teams
have a team lead?
Will we get these
leads together to

discuss and learn?

Consider role
based affinity
groups - team

leads, PWLE, etc

Curriculum
consideration

What can we do to
encourage

conversations to
explore/learn/reflect?

How do we plan?
Should we have

contingency plans
- more funding vs

not? 

Ongoing
supoport

after this is
over

The blueprint highlights addressing
SDoH and well-being. It is

important to address SDoH but
how do we get the buy-in to

address SDoH and well-being
when the components for medical
home and youth health transition
focus on the clinical setting in the

NSCH?

Curriculum
consideration

Balance clinical based
validated CYSHCN

metrics w/ team needs
-> are these what we
need for population
health approaches?

Targeted universalism - can
consider looking at

performance metrics that
apply to general population.

We can make the
connection between how if
we we focus on CYSHCN, it

will help everyone. 

Ideas from
Design
Team

KEY
Ideas to

incorporate
feedback

Metrics Check-in
Metrics Check-in3

Given the feedback and discussion, are we measuring the right things?

What Resonates? What Gives Us Pause?

emphasis on
shared

leadership,
including PWLE

as lead

this is still so
theoretical

and abstract

Good visual -
just need to

tweak wording
and add

examples

Suggestions

Have coach capture the
story from PWLE and

team as it happens and
then have them read back
and tweak to make sure

we capture measures with
a story-telling feel (to

make things less
burdensome)

Have teams
identify goals/

wants up from and
then create plan on

how to get there
and measure

Utilizing
primarily

qualitative
measures for

this phase of the
project

Implementation
Framework

phases

Don't want to
overwhelm
any of the
teams or
coaches

How do you get the
people on the ground to
buy-in to family centered/

led care—give
examples—you can lower

your no show rate by
allowing the families to
provide their input into

appointment.

I like the idea of  identifying
up front What is it we want
to change and how will we
know it changed? Not just a
tool or a number (although

those are helpful in
describing the impact they
are more difficult to capture

at the beginning)

How can we use
implementation

framework to show
supports needed at

each stage, what
success looks like at

each stage, etc?

BUILDING CAPACITY TO ADVANCE POPULATION HEALTH APPROACHES FOR CYSHCN
October Design Team Meeting Feedback



APPENDIX B.

MENTI ACTIVITY: SUCCESSES AND CHALLENGES

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the results from a Menti Acitivity completed by state teams during the Welcome Webinar. 

Webinar participants were prompted to consider:

1. What has been their state’s biggest successes in implementing a population health approach for 

CYSHCN to date

2. What has been their state’s biggest challenges in implementing a population health approach for 
CYSHCN to date 

The feedback provided was used to further refine the curriculum. 









APPENDIX C.

MENTI ACTIVITY : ANTICIPATING DISPARITIES

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the results from a Menti Activity completed by state teams during the Welcome Webinar. 

Webinar participants were prompted to consider:

1. How their chosen project might unintentionally worsen disparities

2. How they might use their project to shrink existing disparities

The feedback provided was used to further refine the curriculum. 









APPENDIX D.

MENTI ACTIVITY : IDEAL STATE AND SABOTAGE 
ITEMS

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the results from a Menti Activity completed by state teams during the Learning Institute. 

Learning Institute participants were asked to:

1. Imagine their “ideal state” (ie what the world might look like if they reached their project goals) and

summarize what they visualized using a 3-word story

2. Brainstorm and share what actions might sabotage that ideal state











APPENDIX E.

MENTI ACTIVITY : LEARNING INSTITUTE 
REFLECTIONS

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the results from a Menti Activity completed by state teams during the Learning Institute. 

This Menti was available during breaks for participants to reflect on:

1. What they learned related to population health, equity, and family engagement

2. What new questions they may have related to population health, equity, and family engagement





APPENDIX F.

STATE TEAM CELEBRATION WEBINAR SLIDES

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

These are the slides presented by each state team during the Celebration Webinar. There is one set of 

slides for each of the four state teams (in alphabetical order).



ALABAMA
Population Health Learning Journey 
Celebration Webinar 2022



• CRS is Alabama’s Title V CYSHCN program and a division within the Alabama
Department of Rehabilitation Services.

• The mission of CRS is to enable CYSHCN and adults with hemophilia to achieve
their maximum potential within a community-based, culturally competent, family-
centered, comprehensive, coordinated system of services.

• CRS serves every county in Alabama through 14 local offices. The offices are in 8
districts that are led by a District Supervisor.

Children’s Rehabilitation Service (CRS) 



Our long-term aim is to improve the system of care in 
Alabama so that Children and Youth with Special Health 
Care Needs (CYSHCN) and their families can access 
the pediatric specialty care they need when they need 
it, which will reduce unnecessary burdens and 
inequities for CYSHCN and their families and improve 
their health outcomes and quality of life.

Aim 



Team Members
CRS Staff External Partners New Partners
Dr. Albert Holloway
Cathy Caldwell
Kim McLaughlin
Stacey Neumann
Billy Ronilo
Virginia “Ginny” Rediker
Glenda Vansandt
Tammy Moore

Elizabeth Rogers – Alabama Dept. of Public 
Health
Betsy Hopson– Children’s of Alabama/UAB
Dr. Ladonna Crews – USA Pediatric 
Complex Care Clinic
Suzanne Respess – Children’s of Alabama
Patricia Bailey – Alabama Medicaid
Anne Brisendine – UAB School of Public 
Health Applied Evaluation and Assessment 
Collaborative (AEAC)

Dr. Marie Pfarr – Children’s 
of Alabama Complex Care



• Better understand and assess specialty provider shortage 
areas.

• Create GIS maps to identify priority areas of need.  
• Create a report of the current landscape of Pediatric 

Specialty Providers and identified areas of need in Alabama.
• Convene stakeholders to partner together and develop 

strategies to address the needs.

Project Goals



• Improving access to care for the most vulnerable 

• Establishing equitable access to care for CYSHCN and their families

• Educating providers on need and complexity 

• Creating new pathways/strategies to provide care in an innovative way 
(Telemedicine)

• Strengthening and building partnerships

• Linking resources to families

Project Importance



• Formed an amazing team…and continue adding new partners

• Created a compelling Aim Statement (addressing long and short term)

• Created a detailed Key Driver Diagram

• Created an operating definition of Pediatric Specialty Providers

• Defined targeted population - broad CYSHCN vs. CMC

• Worked with UAB AEAC to begin GIS mapping discussions and exploring mapping options

• Drafted AAP - Alabama Chapter Survey 

Accomplishments



Key Driver 
Diagram 



• Conduct the AAP Alabama Chapter Survey
• Analyze and GIS Map Survey Data
• Identify Needs
• Summarize Data and Identified Needs in Formal Report
• Engage More Stakeholders
• Develop Strategies to Meet the Needs
• Being intentional about continuing and evaluating efforts moving

forward

Future Plans



In Closing…

The team would like to thank our 
coach Greg Randolph for listening, 
guiding, and assisting us in moving 
forward with our population health 
work.  You are truly the best!



Massachusetts
Division for Children and Youth with Special Health 

Needs
Department of Public Health

Creation of a Comprehensive MA Title V Care 
Coordination

Training and Technical Assistance Center

August 16, 2022



• Short-term Goal and Aim: To develop a comprehensive 
workplan by August 2022 to guide the development and 
implementation of a statewide CC T/TA center in 
Massachusetts

• Long-term Goal: To align with MassHealth and move the 
Division's CC program "down the pyramid" from enabling 
services to a population-based approach as encouraged by 
HRSA-MCHB, to effectively serve more children and families 
in Massachusetts

Aim and Goals



• Name
• Title
• Agency

Team Members
Name Title Team Role

Elaine Gabovitch Director DCYSHN Project Lead

Sandra Broughton Director of Community Support Core Team/Charter

Dalila Hyry-Dermith Director of Care Coordination Core Team/Charter

Miriam Biurci Scrivener Care Coordinator Core Team/Family Engagement

Amy Benison CDC Fellow Core Team/Charter

Oanh Bui Managing CLAS initiative Full Team/Family Engagement

Pat Nemia Project Director of
Massachusetts Family Voices

Full Team/Family Engagement

Madeline Knight Wachman MassHealth Senior Manager of 
Child, Youth & Family Policy

Full Team/Medicaid SME

Beth Bostic Assistant Director of DCHSYN Full Team



Project’s Importance

The Need

• Increase
equitable access
to CC for CYSHN
in MA

• Move to
population
health model

• Enact CC
Strategic Plan

• Align with
MassHealth

Moving Down the 
Pyramid

• Move from Title
V gap-filling to
capacity-expand

• Develop plan
and curriculum
to train and
provide TA to
MassHealth and
providers

Equitable Care

• Train on
National Care
Coordination
Standards
including RE, FE,
CLAS & SDOH

• Outreach to
previously under
resourced
families



• Key Driver Diagram

• Drafted Work Plan

• Strong Engaged Core 
and Full Team

Progress to Date

• Invaluable Expertise from 
Family Partners

• Connected and Networked 
with Several States' Subject 
Matter Experts

• Critical Relationships with 
MassHealth, FCSN and DPH's 
OHE



Aha Moments and Key Learnings

Needed a 
Core Team 
and Small 

Focus Teams

Equity and 
Family 

Engagement 
must be at 

the Forefront

Including 
MassHealth 

at Every Step

Learning that 
Each State is 
Unique – One 
Size Doesn't 

Fit All



Outstanding Questions

• Medicaid Reimbursement

• Ensuring Provider and Family 
Buy-In

• How to Coexist with TCM 
Providers

• Process to Transition 
Families

• Staff Training and Job 
Shifts

• Other States 
Successes/Failures

• How to develop an effective 
curriculum



Future Plans

Next Steps

• Define the types of 
families needed and 
engage them in 
project

• Explore ISA with 
MassHealth to align 
our work

• Fully formulate the 
workplan and roll out 
in phas

Change Idea to Test

• What will co-
creation/development 
with families look like 
in practice?

• How can we support 
MassHealth to get 
family and provider 
opt-in to TCM model?

• How will we use family 
input to transition to 
the TCM model, 
monitor progress, 
report to MH, and 
keep families 
informed?

Needs and Support

• SME's from other 
states to inform on 
logistics, training, job 
descriptions, etc.

• Affinity groups with 
shared goals/interests

• Funding



Team Texas



Greta James-Maxfield
Texas Parent to Parent, Family Advocate

Ivy Goldstein
DSHS, CSHCN State Health Coordinator

Kim Beam, MPH, MCHES
DSHS, MCH Regional Programs Administrator, Family Delegate

Eric Childress
DSHS, Family Engagement Specialist

Candice Richardson, MSW
DSHS, CSHCN Community Resource Coordinator

Cassandra Johnson, MPH
DSHS, CSHCN Project Coordinator

• Agency

Team Members



• The Texas Department of State Health Services (DSHS) began partnering with 
community-based organizations over 15 years ago to provide FSCR to 
communities in Texas.
• DSHS currently partners with 14 organizations to provide FSCR, which is 

available in 136 of Texas’ 254 counties. 
• In the fiscal year 2021, the partner organizations served 4,909 CYSHCN and 

their families across the state.

Project Background

3



• The FSCR Program helps CYSHCN and their families actively engage in their 
communities to build an increased sense of belonging. 
• FSCR services help CYSHCN and their families in multiple ways including: 
• In-home and center-based respite;
• Parent to Parent networking and support; 
• Sibling support; 
• Recreational, fitness, and social activities; 
• Educational conferences, workshops, and training; and
• Crisis prevention and intervention; 

• Activities vary by organization and not all services are available in all parts of the state

Project Background (continued)

4



By September 2022, we will improve the Family Support and Community 
Resource (FSCR) program to anticipate, identify, and respond to the needs of 
families and caregivers of CYSHCN. This initiative will equip and empower 
partner organizations to provide proactive, inclusive, population-level support 
to their communities. 

Aim Statement



• MCH/Title V recognized the need to review and update FSCR Program goals and 
requirements to ensure a population health approach that: 
• More effectively help partner organizations provide population-level support and 

education in their communities; 
• Expands reach to CYSHCN and their families who are underserved and under-

resourced.
• In Texas:
• 58% of CSHCN do not have a medical home (NSCH 2019-2020)
• 85% of YSHCN do not receive the services necessary for transition to adult health 

care (NSCH 2019-2020)
• 44% of caregivers feel lonely or isolated because of their child’s disability (2021 

Caregiver Outreach Survey)

Project’s Importance



• Recruited a Family Leader and established our team;
• Defined “population health” and the project’s scope to ensure a common

understanding of our purpose;
• Developed our Aim Statement;
• Outlined the current FSCR Program guidelines and expectations and began

considering revisions to bring a population health focus;
• Drafted a plan to engage families in the FSCR Program review process and

design improvements; and
• Utilized QI tools to transition the FSCR Program to a population health model

and prioritize next steps.

Progress to Date



• Created a vision for how to implement population health strategies; 
• Established internal leadership support; 
• Provided coaching to staff as they continue supporting population health 

approaches;
• Identified possible non-traditional partners who may not focus on 

disability to reach more CYSHCN and their families served by MCH/Title V; 
and 
• Explored our current data collection process to reimagine how to collect 

population-focused information and accurately measure impact without 
overburdening partner organizations.

Moving Towards Population Health



• Although anecdotal stories are not the experiences of the general population,
we can listen to individual families to inform our needs assessment efforts to
find if the issues they face are applicable to the wider population
• The work on this project is cross-cutting and helping to inform quality

improvement in other areas of our program;
• Families and other state partners don’t always understand the work of

MCH/Title V. More outreach to increase awareness on what we do – and
don’t do – is needed.

• Analyzing and revamping a program is messy work!

“Aha” Moments



• What unintentional consequences could occur as we make the transition to a
population health approach?
• How are other states ensuring there are no unintentional consequences that

negatively impact CYSHCN and their families as you make the transition?

Outstanding Questions



• Create a plan to continue meeting and discuss who can and will be a part of
the process moving forward
• Convene FSCR partner organizations for input and brainstorming
• Evaluate accountability criteria for partner organizations, make edits, then

explore what’s missing
• Put new or edited accountability criteria into action!
• Use our knowledge of population health and strategies discussed to inform

our upcoming needs assessment
• Create a process to identify unmet needs and share those back to partner

organizations in a faster cycle than the needs assessments
• Incorporate real time reliable sources to inform a data driven approach

Future Plans



Thank you!



Team West Virginia

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special 

Health Care Needs (CYSHCN)



• Create an engagement strategy to maximize care coordination and to increase 
awareness among our partners and stakeholders of WV Children with Special 
Health Care Needs. 

• Short and long-term goals
• Gauge knowledge of awareness of Children with Special Health Care 

Needs and Services 
• Develop a survey for internal partners related to knowledge of CSHCN 
• Develop a strategy to which we can expand the survey to external 

partners and eventually families for engagement
• Use data driven results from surveys to tailor messaging to each 

subset’s individual needs

Project Aim



• Name
• Title
• Agency

Team Members

Name Title / 
Organization

Unique perspective they bring to the 
project

Donna Pauley-Wilson, RN, BSN Director of Nursing 
and Clinical 
Services/CSHCN

Registered Nurse working in at risk population 
health providing care coordination gap filling 
resources and direct clinical services.

Vanessa Wolfe, RN, BSN Program 
Director/WV 
HealthCheck

Registered Nurse servicing as program 
perspective for all pediatric Medicaid clients 
age 0-20 years of age.



• Why is this project important to your team and your state? 
• How did the need arise?

• Through interaction with partners and stakeholders that seemed to know more 
about our internal organization than own organization.

• Program staff unaware of different programs which leads to “silos”
• No formal internal referral processes for overlapping age ranges 

• How does this project help you ”move down the pyramid”?
• By evaluating the knowledge of programs/OMCFH it allows for better 

awareness to increase knowledge internally, then expand to external partners, 
and to families through numerous avenues.

• Realizing that the model of “move down the pyramid” does not wholly represent 
the WV CSHCN population and direct services are still needed due to our 
topography and health inequities. 

• How can this project help you provide more equitable care? 
• By increasing awareness of the WV CSHCN through effective communication 

via education and promotion, meet and greets, virtual meetings, one pagers, 
fliers and embarking on an approved marketing campaign. 

Project’s Importance



• What key activities has your team completed since the
beginning of the Learning Journey (January 2022 –
present)?
• Key decisions made

• Survey questions- What do we want to know?
• Survey participants- Who do we want to know from? Program

management vs field staff
• How do we want to roll out Survey? Ex: Internal, External, and

eventually Families
• Accomplishments you are most proud of

• Already starting internal communication among parties and breaking
down “Silos” and identifying “Barriers” ex. Meeting with CSHCN Clinical
Director of Nursing, Home Visitation Programs, Birth to Three and WV
WIC to talk about internal referral processes among programs.

• Starting process to receive Care Coordination Platform that can
potentially be shared among OMCFH office.

Progress to Date



• How has your project encouraged your
organization(s) to continue moving towards a
population health approach?

• Identifying obstacles within internal agency that have
inadvertently caused missed opportunities to families and
stakeholders.
• WV Care Coordination crosses ages 0-20 and with in our

own internal programs there has been duplicative touch
points on the care continuum.
• This solidifies the need for an internal and agency referral

system.

Moving towards population 
health



• What “aha moments” or key learnings did your team 
experience during the learning journey.
• External knows more than Internal
• Staff turnover is a great factor in historical knowledge loss 

regarding programs
• Internal OMCFH programs not aware of what the services 

and benefits that WV CSHCN provides
• Lack of collective care coordination platform that would 

allow internal referrals between OMCFH programs is one of 
the biggest barriers we are facing.  Results in duplication of 
services, inefficient to staff and family. 

Aha Moments and Key Learnings



• What questions are your team still working to address?

• Still working for documentation approval for survey to go out
• Results from internal survey will build the next survey for the WV DHHR

partners that will be surveyed.
• How do we get the best response from external stakeholders and family

• What questions do you have for other states? (you can use some of
your time for discussion with others, if you choose)

• How do states handle their internal referral processes?
• Do any states do a blended model of direct services and population-based

services?
• How do states approach and deliver services with their own state unique

cultures?

Outstanding Questions



• How do you plan to continue moving your project
forward?

• As soon as approval given, conduct internal survey
• When results are obtained, develop the external survey for

partners and families
• Based upon survey results, continue to work through

OMCFH Strategic Communication plan
• Staying engaged with our partners, stakeholders and

families to continue the momentum.

Future Plans



APPENDIX G.

MONTHLY WEBINAR EVALUATION DATA SUMMARY

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

Summary of results from the monthly webinars. These results were collected using a Zoom survey 

following the webinar and/or using a Zoom poll during the webinar. 



 
 
 
 
Monthly Webinar data summary (*Attendees: program participants at each call, excluding TA teams and coaches). 

 

 

 
February 

Aim Statement 
19 Attendees 

N = 3, 8 

March 
Engaging PWLE 
24 Attendees 

N = 17 

April 
Project Management 

19 Attendees  
N = 10 

June 
Prioritization 
18 Attendees 

July 
PDSA 

20 Attendees 
N = 18 

I see an opportunity to apply 
information from today’s session 
in my current project work.  

N = 3;   Yes – 3 
N = 8;   Yes – 6 
Somewhat – 2 

Yes – 17 Yes – 9 
Somewhat – 1  

Error with Zoom Survey 
– no data collected 

Yes – 17 
Somewhat – 1 

The information presented today 
was useful and relevant to my 
overall work. 

Yes – 3 Yes – 16 
Somewhat – 1 

Yes – 9 
Somewhat – 1  

 
Yes- 18 

The team time allotted was 
useful and relevant to my overall 
work. 

Yes – 2 
Somewhat – 1 

N/A Yes – 9 
Somewhat – 1  

 
Yes- 14 

Somewhat –3 
No – 1 

Attending this webinar was a 
good use of my time. 

Yes – 3 Yes – 16 
Somewhat – 1 

Yes – 9 
Somewhat – 2 

 Yes – 15 
Somewhat – 3 

Additional comments or 
suggestions? 

- The team time was 
useful, but not enough 
time 
- Great information 

- Great presenters! None 
 

-Always valued time, 
learned a lot.  Great 
job!  My how time flys 
when you’re having fun 
 
-I really appreciate the 
real world example of 
the PDSA.  Thank you! 
 
-I’m very familiar with 
PDSA cycles so it was 
not really new 
information 



APPENDIX H. 

LEARNING INSTITUTE DATA SUMMARY

Building Capacity to Advance Population Health 
Approaches for Children and Youth with Special Health 

Care Needs (CYSHCN)

Summary of the evaluation data from the Learning Institute. These results were collected using a Qualtrics 

survey following the Learning Institute. 



May Learning Institute data summary  
 

• Logistics 
o 29 participants across 4 teams 
o 24 evaluations (82% response rate) 

• Quantitative Summary 
o Increased understanding: Participating in the CYSHCN Supplement has increased 

understanding of (1) systems thinking and mental models, and (2) collecting data to 
demonstrate project success among the majority of participants (83% and 71%, respectively).  

o Increased skills: Participating in the CYSHCN Supplement also led to increased skills in (1) 
using systems tools to clearly describe the roles of each individual in a system, (2) 
diagnosing underlying causes of the change their team is looking to make, and (3) defining 
metrics to measure project success, among the majority of participants (78%, 70%, 54%, 
respectively). 

o Engagement: The CYSHCN Supplement has also helped the majority of teams (92%) think 
about who needs to be included in their population health/CYSHCN work.  

o Systems tool: During scheduled team time of the Learning Institute, nearly 90% of 
respondents used the systems tool Balance of Petals and nearly 90% of respondents 
reported their systems tool was useful to their current population health/CYSHCN work. 
Nearly all respondents reported they intend to apply their team’s systems tool to future 
work. 

o Measurement and evaluation: The majority of respondents intend to apply measurement 
and evaluation skills to their current (96%) and future (96%) work; however, many 
respondents indicated they only had a moderate degree of confidence in defining metrics 
to measure project success (38%) and collecting data to demonstrate project success (42%). 

o Moving down the pyramid: Respondents indicated high levels of intention to “move down 
the pyramid,” with all respondents indicating the CYSHCN Supplement has equipped their 
team with the necessary skills to do so. 

• Qualitative Summary 
o What has been the most helpful part of the CYSHCN Supplement so far? 

Tools 
§ the assortment of tools giving different ways to look at the same 

questions/challenges 
§ Description of the tools 
§ learning system tools and practicing 
§ application of new tools together with team members during team time 
§ A lot. Jamboard tools such as Ideal/Sabotage, Petals, Systems Support Mapping, 

Info Needs Matrix helped us move our decision making and planning. 
Experts 

§ Subject matter expert panel was extremely helpful 
§ The SME panel really opened up some ideas I had not considered. 

Team engagement/time 
§ Time together as a state team, which we don't get enough of. 
§ I think it's helped the team identify issues and stakeholders which will help with the 

planning 
Coach 

§ Kerri. I've had opportunities to participate in other MCH WF Development projects 
and think having a team coach makes a tremendous difference. Kerri helps 
synthesize/organize our input, keep pace and move forward.  

§ Teamwork, our coach rocks! 
§ just having the coach to help move forward discussions and bring ideas together. 
§ Having a coach was probably the most helpful part 

Other state experiences 
§ Listening to other states experiences and feedback 



§ Working with other agencies from within Alabama and across the country to hear
what is happening in other areas and how they are handling the issues.

§ the challenge question and being able to work with another state
Organization

§ I think the preparation that went into this workshop was outstanding. I found the
activities/discussions all worthwhile and prepping the jam boards with our tasks
helped us save time and be productive.

o What has been the least helpful part of the CYSHCN Supplement so far?
Lecture content 

§ Nothing in particular but some of the seminars we were already very familiar with
(which is expected occasionally)

§ Implementation strategies- we just aren't there yet as a team
§ Lectures very cursory

No structured time to implement when returning to work
§ Always walking away with a huge mental to do list or wish list and little time or

programmatic time to accomplish them.
Moved too fast/agenda too full

§ time constraint :( that presentation has moved quite fast
§ I think the sessions overall have been too short; too much packed into the agenda
§ Well, we ALWAYS need more time for the activities but really, I can't think of a thing.
§ Never enough time - no surprise!

Lack of access to tools
§ Our state team met in person, and it was clear that the meeting was truly designed

to be held virtually.  I wish we had access to some of the tools they shared during
the meeting.

§ The use of jamboard as our agency does not allow the use of that app within our
agency.
Additional Positive feedback

§ This is a great learning experience.
§ Thank you!
§ Thanks so much for all the hard work the team has put into this!
§ Many thanks for this opportunity. I'm enjoying it, learning a lot, and believe that

together we'll make improvements.
§ It is great, learning a ton, ready for the next steps.
§ Very nice job - I'm sure it took a lot of work, planning and energy. The LI was quite

beneficial to our very large challenge to move down the pyramid amidst significant
systems change in the future, so thank you for your support.  :-)

§ Thank you for including our state in this project.
§ Thanks!

Future opportunities
§ Would love to see best practices/case studies/lesson learnt or examples from

states that have  successfully moved to population health for CYSHCN so other
states can learn from their experience and do better. Many thanks for all the amazing
tools provided during this LI.

§ I'm very new to this project and to systems models as a whole so my experience has
been a bit overwhelming, but still helpful.




