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Wisconsin Title V CYSHCN ProgramWisconsin Title V CYSHCN Program

http://www.dhs.wisconsin.gov/health/children/



Guiding PrinciplesGuiding Principles

• Children are best served within theirChildren are best served within their 
families.

• Children, youth, and families are bestChildren, youth, and families are best 
supported within the context of their 
community.y

• Collaboration is the best way to provide 
comprehensive services.p

• Family perspectives and presence must 
be included in all aspects of the system.p y



FrameworkFramework

CYSHCN National Performance OutcomesCYSHCN National Performance Outcomes 
• Family Leadership and Partnerships

M di l H• Medical Homes
• Health Insurance Coverage
• Screening and Identification
• Coordinated ServicesCoordinated Services
• Transition to Adult Life



Title V RoleTitle V Role
• Overall leadership p
• Establish partnerships across public and 

private sectors with a specific focus onprivate sectors with a specific focus on 
families

• Leverage available resources• Leverage available resources
• Support coordination of services
• Promote quality improvement 
• Support data infrastructure
From Title V Index at http://www.nichq.org/CYSHN/index.html



Regional Center ModelRegional Center Model

http://www.dhs.wisconsin.gov/health/children/resourcecenters/index.htmhttp://www.dhs.wisconsin.gov/health/children/resourcecenters/index.htm



CYSHCN Statewide Initiatives: 
Family Leadership

http://www.fvofwi.org/

http://www p2pwi org/http://www.p2pwi.org/



Medical HomeMedical Home
-Learning Collaborative  
M di l H t lkit-Medical Home toolkit

-Medical Home Webcast series
-Early Identification and Referral

-

www.wimedicalhometoolkit.aap.org

http://www.waisman.wisc.edu/connections/webcast.php



Access/Health BenefitsAccess/Health Benefits

http://www.safetyweb.org
/



Transition SupportTransition Support

• Provider survey
Transition LC• Transition LC

• Community of Practice



Collaborating PartnersCollaborating Partners



Strategies for CollaborationStrategies for Collaboration

• Family Voices and Family Leadership 

• Pediatric Pulmonary Center and MCH 
Partner GroupPartner Group

• University Center for Excellence in• University Center for Excellence in 
Developmental Disabilities (UCEDD) and 
Shared ResourcesShared Resources



Family Voices of WisconsinFamily Voices of Wisconsin

• Home of the Family to Family Health Information 
and Education Network

• Family Leadership Hub in CYSHCN 
Collaborators Network

• Participates in the MCH Advisory Committee 
and the MCH Partners Group



Family Voices and y
Family Leadership

• Training opportunities statewide for parents andTraining opportunities statewide for parents and 
professionals
– “Did You Know? Now You Know!” 
– “What’s After High School?”
– Health in the IEP
– Transition to Adult Health Care
– Parents as Leaders (PALS) and Parents in 

Partnership (PIP) and Youth in Partnership withPartnership (PIP) and Youth in Partnership with 
Parents for Empowerment (YiPPE)



Family Voices and y
Family Leadership

• Educational materials and informationEducational materials and information 
dissemination
– Newsletters
– Listserv
– Fact Sheets
– Issue Briefs
– Materials from CYSHCN Collaborators Network

• Wisconsin Navigation Guide• Wisconsin Navigation Guide
• Health Care Checklist
• Health Care Pocket Guide



Family Voices and y
Family Leadership

• Public policy and advocacy workPublic policy and advocacy work
– Agenda for CYSHCN Network
– Children’s lead for Survival Coalition of Wisconsin 

Disability Groups
– Council for Children with Long Term Support Needs

I f ti t D t t f H lth S i– Information to Department of Health Services 
administration

– Information to state and federal policymakersInformation to state and federal policymakers



H f il i ti d f iliHow are family organizations and families 
engaged with MCH partners in your 

iti t t ?communities or state?



PPC LEND & MCH PartnershipsPPC, LEND & MCH Partnerships

• PPC: Pediatric Pulmonary CenterPPC: Pediatric Pulmonary Center
– http://www.uwppc.org/

• LEND: Leadership Education in• LEND: Leadership Education in 
Neurodevelopmental and Related 
DisabilitiesDisabilities

http://www.waisman.wisc.edu/mchlend/
MCH P t hi G• MCH Partnership Group



What Makes it Work?

• AvailabilityAvailability
• Shared Values

Sh d R• Shared Resources
• Believing in the value of partnership

– “Buy in” from leadership ~ program director, 
project officer and team members

– Flexibility
– Patience, patience, patience…



TrainingTraining

• Family MentoringFamily Mentoring
– a requirement for all of our long-term trainees.

• Initially started with faculty partnership with the• Initially started with faculty partnership with the 
LEND who provided experience with our trainees.

• PPC faculty included a family faculty position.  This 
person then began coordinating with the LEND

• LEND faculty mentored the PPC family faculty to 
take on the roletake on the role.



Family as FacultyFamily as Faculty

• A process in creating family as facultyA process in creating family as faculty
– We were committed, but not funded to have 

family facultyfamily faculty.
– We struggled with how to implement.  LEND 

faculty provided leadership and mentoring tofaculty provided leadership and mentoring to 
the PPC.

– Our administrator was a parent of a CYSHCN. p
A percentage was added to the position as 
family faculty.



Family FacultyFamily Faculty

• A process in creating a family as facultyA process in creating a family as faculty
– Now we have hired a 21% family faculty 

positionposition.



Partnership in TrainingPartnership in Training

• The Wisconsin LEND and PPC areThe Wisconsin LEND and PPC are 
providing a shared mentoring experience 
for a family traineefor a family trainee.
– Long term LEND trainee

Medium term PPC trainee– Medium term PPC trainee
• This was done to provide funding for the 

traineeship.  LEND has family as a discipline p y p
funding where the PPC does not.  

» Flexibility…



Partnership in TrainingPartnership in Training

• The Wisconsin LEND and PPC areThe Wisconsin LEND and PPC are 
providing a shared mentoring experience 
for a family traineefor a family trainee.
– Collaboration between LEND and PPC to 

share portions of the Leadership Trainingshare portions of the Leadership Training 
Curriculum.



UCEDD andUCEDD and
Shared Resources



UCEDD-MCH Partnershipsp
Medical Home Webcast Series



UCEDD-MCH Partnershipsp
Shared Database

01

Medical Home Outreach and Training Strategies

01

02

03CP
s

03

04

05

PC

05

number of strategies



UCEDD-MCH PartnershipsUCEDD MCH Partnerships

• Shared PositionsShared Positions
– LEND-CAAI State Implementation grant

Family Voices UCEDD– Family Voices- UCEDD
– LEND-PPC

Title V UCEDD– Title V-UCEDD



H MCH T i i P dHow are MCH Training Programs and 
UCEDDs in your state partnering with 
th MCH i iti ti ?other MCH initiatives?



Community of Practice on y
Transition

• Started as part of a grant through theStarted as part of a grant through the 
State Title V program.  Statewide 
transition consortiumtransition consortium.
– Initially focused on Health Care and then grew 

to include education community etcto include education, community etc..
• When the grant ended, the group continued to join 

forces and keep the momentum going.  Now this 
group includes the LEND, PPC, DPI and so on…



Transition CollaborationsTransition Collaborations

• Transition Learning CollaborativeTransition Learning Collaborative.

F il V i PPC d R i l C t• Family Voices, PPC and Regional Center 
for CYSHCN training on transition from 

di t i t d ltpediatric to adult care.



Roles for MCH PartnersRoles for MCH Partners

• Collaborative sharing meetings 3x/yrCollaborative sharing meetings 3x/yr
• Partners include PPC, LEND, Title V, 

Family Voices Regional CenterFamily Voices, Regional Center
• MCH funded partners share activities, 

t j tcurrent projects 
• Collaborations on specific projects have 

come out of these sessions, ie. youth 
transition workshops



What Makes it Work?What Makes it Work?

• Believing in the value of partnershipBelieving in the value of partnership
– MCH believes in collaborative relationships.  Funding 

and different systems operate in silos.
– It takes a lot of flexibility to make different schedule, 

roles and disciplines work…
Sharing resources is a great idea we can create– Sharing resources is a great idea, we can create 
“more and better” products, trainees and resources.

– Shared values, support from leadership, flexibility, , pp p, y,
tenacity and patience…



Questions & CommentsQuestions & Comments

Thank you!Thank you!


