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Welcome from WI Title V



WI Care Integration Initiative 

– built on partnerships

Wisconsin Leadership Education in Neurodevelopmental and 

Related Disabilities (LEND) Program



Title V CYSHCN Network in WI



Other Key Partners
Parent and community support agencies

• Alianza Latina Aplicando Soluciones

• Autism Society of South Central WI

• Autism Society of Southeastern WI

• Autism Society of WI

• WI FACETS 

• WI Family Ties

State disability partners

• WI Board for People with Developmental 
Disabilities

State Department of Health Services

• Bureau of Children’s Services

• Supplemental Nutrition Program for Women, 
Infants and Children (WIC)

State and regional educational services

• WI CESAs (Cooperative Educational Service 
Agencies) 

• Department of Public Instruction

• WI Statewide Parent Educator Initiatives

• Higher Education and Research

Professional/Interprofessional Groups 

• WI Chapter of the American Academy of 
Pediatrics (AAP)

• Community and health care providers

• Community of Practice on Autism Spectrum and 
other Developmental Disorders

• Urban Autism Summit

• Waisman Center Clinics
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All groups have a 

common goal –

to help families 

find their way 

through engaging 

with others

Family leadership 

and engagement 

is foundational



Act Early State Team



State Systems for Early Identification, Diagnosis, Intervention 
A

ct
 E

ar
ly

 S
ta

te
 T

ea
m 2007

- National Pilot Project

- First WI State Plan

2011
- Regional Summits

- Revised WI State Plan

2014-15
- Expanded State Team

- Current WI State Plan

Act Early State Systems 
Grant

2016-19
- Focus on disparities

- WI Care Integration Initiative

Autism Innovations in 
Care Integration Grant

Future funding to address Act Early State Plan goals 



Deprivation Index

University of Wisconsin School of Medicine and Public Health. 

Area Deprivation Index. 5/1/2018. Available at: 

https://www.neighborhoodatlas.medicine.wisc.edu/



Disparities in WI

https://www.brookings.edu/blog/the-

avenue/2018/12/17/black-white-segregation-

edges-downward-since-2000-census-shows/



Race to Equity: 
A Baseline Report on the State of Racial Disparities in Dane County (2013)

Wisconsin Council on Children & Families. 2013. Race to Equity: A Baseline Report on the State of Racial 

Disparities in Dane County. Available at 



Disparities in WI

WisKids County Policy Brief. Fall 2014. WI Council on Children and 

Families. Available at http://kidsforward.net/assets/RaceForResults.pdf

State of Babies Yearbook 2019. Available at 

https://stateofbabies.org/



Act Early State Team

2007 2011 2014 2017-2019

Membership has grown 

dramatically since 2007. 

Approximately 55 members 

representing 38 organizations



Act Early State Team



WI Act Early State Plan



Child and Family Pathway



WiCII as Outcome of Act Early State Team

Input from 
Care 

Integration 
Advisory 

Group

Northern Rural

Southwestern Rural

Milwaukee



Quality Improvement 

& Data Collection Methods



• Quality improvement cycles

• Discovery phase

• REDCap

• Parent listening sessions 

• Family surveys

• Data use agreements / Early Childhood Integrated Data System

QI & Data Collection Methods



Wisconsin Care Integration Initiative



Engaged Community Quality 

Improvement (ECQuIP) Sites

Northwoods ECQuIP
(rural)

Southwest ECQuIP
(rural)

Milwaukee ECQuIP
(urban)

Wisconsin Care Integration 

Initiative (WiCII) Leadership and 

Implementation Staff

WI Act Early State Team

38+ 

organizations 

represented

Includes 

parents of 

children with 

ASD/DD

Statewide and growing…



Information & Referral Services

• Open Monday – Friday, 7 AM – 6 PM

• After hours inquiries responded to 
within 24 hours

• Interpretive services available

• Individuals can reach out directly OR 
health/social service provider can call 
on their behalf



Survey Results (250 total responses):

• 84% Community Members

• 16% Health/Social Service Professionals

• 94% of respondents are parents
• 67% have children with special needs
• 41% have children < age 5

• Gender:  97% Female

• 41% Eligible for BadgerCare Plus/Medicaid

• Race/Ethnicity: 
• 77% Caucasian
• 8% African American
• 4% Hispanic or Latino(a)
• 4% Asian/Pacific Islander
• 2% Mixed Race
• 2% Native American



Survey Results

Top Taglines:

• Not sure where to turn?  Start here.

• You have questions.  We find answers.

• Connecting you to the resources you need.

• Support is out there.  We’ll help you find it.

• Start Here.



Discovery Phase

online                      stakeholder                   discovery                       listening

survey                      interviews                      meeting                        sessions
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• Feinberg, E., et al. (2016). “Disparities in Timely Autism Diagnosis Through Family Navigation: Results From a Randomized Pilot Trial.” Psychiatry Services, 

67(8), 912-15.

• Roth, B., et al. (2016). “Impact of Autism Navigator on Access to Services.” Journal of Developmental & Behavioral Pediatrics, 37:188–95.

• Russa, M., et al. (2015). “Expanding Supports to Improve the Lives of Families of Children With Autism Spectrum Disorder.” Journal of Positive 

Behavior Interventions, 17(2) 95–104.

Icon credits: Freepikfrom www.flaticon.com; Cursor Creative from www.flaticon.com; DinosoftLabsfrom www.flaticon.com

ECQuIP Family Navigation Model

http://www.flaticon.com/
http://www.flaticon.com/


Client tracking forms

Agency tracking forms

Quality Improvement forms



77.5%*

*Ranged from 43% in Northwoods (n=7) to 57% in Southwest (n=7) to 92% in Milwaukee (n=25)

REDCap Data Use Example
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Wisconsin Family Enabler and Barrier Code Definitions

Availability of Services: Access to providers or services; availability of providers or services in area; ability to get to providers and 
services (e.g., transportation, insurance provider network)

Navigation Support: Getting help to navigate the system; searching the Internet to figure out what is available or what to do next; 
agencies that help families navigate the system; difficulty finding support in navigating the system; confusion about how to navigate 
the system; anything else related to trying to find one’s way through the autism pathway

Insurance/Funding: Cost of services; having or not having insurance; co-payments, deductibles, and out-of-pocket expenses; applying 
for Medicaid; other Medicaid support (e.g., long-term support waiver, COP)

Professional Knowledge: Knowledge, skill, and attitudes of providers; provider training level; provider compliance with professional 
standards; degree of family-centeredness; degree of bias

Time: waiting lists; waiting for help; “wait and see”; time spent trying to get help; time demands of seeking or getting help; conflicting 
needs in terms of time

Family Knowledge: knowledge of autism symptoms; knowledge of providers and services; knowledge of where to go to get help; 
knowledge of “the system” and how to navigate it; attitudes and assumptions about autism; attitudes and assumptions about 
providers, services, agencies, or system

Quality of Services: perceptions of strength or weakness of services; satisfaction or dissatisfaction with services

Family Self-Efficacy: parents pushing for what they and their child need; fighting to protect rights; educating and empowering other 
families; feeling empowered or disempowered 



Wisconsin developed five Essential Policy Questions during the Feasibility Study. 

1. Are children, birth to 5, on track to succeed when they enter school and beyond?

2. Which children and families are and are not being served by which 
programs/services?

3. Which children have access to high-quality early childhood programs and services?

4. What characteristics of programs are associated with positive child outcomes for 
which children?

5. What are the education and economic returns on early childhood investments?

Key partners: Department of Children and Families (DCF), Department of Health 
Services (DHS) and Department of Public Instruction (DPI)]

WI’s Early Childhood Integrated Data System 

https://dpi.wi.gov/early-childhood/ecids



ECQuIP Sites



Engaged Community Quality Improvement (ECQuIP) Sites

Northwoods ECQuIP
(rural)

Southwest ECQuIP
(rural)

Milwaukee ECQuIP
(urban)



Northwoods

ECQuIP

Cory Dart

Kris Barnekow



Tri-County area of the 

Northwoods of Wisconsin



The Journey

– Vilas County Family Resource Coalition

– Connecting the Waisman Center to the Coalition

– Identifying Headwaters, Inc., as the lead agency

– Discovery Phase – engaging community partners

– Screening trainings, family navigation services

– Sustainability – partnerships with Ascension



The Future

– Northwoods Autism Consortium – partnership with Ascension 

Healthcare

– Building Capacity for ASD diagnostic and intervention services

– Presentation to the medical staff- Interprofessional practice and 

Autism

– ADOS training – to develop a diagnostic team

– Targeted hiring practices – ADOS -trained clinical psychologist, BCBA 

– Exploring the use of telemedicine for intake and family feedback 

sessions



Milwaukee ECQuIP



Southwest 
ECQuIP



QUESTIONS?


