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Objectives

• Recognize how youth and family 
partners are engaged with statewide 
stakeholders to improve programs 
and policies.

• Understand strategies providers and 
other health professionals can use to 
engage with youth and family 
partners.



Children’s Special Health Care 
Services (CSHCS)



Children’s Special Health Care Services

Children’s Special Health Care Services (CSHCS) is a program within the Michigan 
Department of Health and Human Services. It is for children and some adults with special 
health care needs and their families. 

• Medical care, treatment and other supports
• 2700+ qualifying conditions
• Eligibility  Severity, chronicity and the need for treatment by a specialist 
• Fee to join – fee is waived if the client has Medicaid
• Local Health Departments support CSHCS clients
• Average monthly enrollment is 52,400

For more information about CSHCS: Visit our website at www.michigan.gov/mdhhs/assistance-
programs/cshcs
Or call the Family Phone Line at 1-800-359-3722 or email us at cshcsfc@michigan.gov

http://www.michigan.gov/mdhhs/assistance-programs/cshcs
http://www.michigan.gov/mdhhs/assistance-programs/cshcs
http://www.michigan.gov/mdhhs/assistance-programs/cshcs
http://www.michigan.gov/mdhhs/assistance-programs/cshcs
http://www.michigan.gov/mdhhs/assistance-programs/cshcs
http://www.michigan.gov/mdhhs/assistance-programs/cshcs
mailto:cshcsfc@michigan.gov


Youth and Family Engagement: Our Goal



CSHCS Milestones

Crippled Children’s 
Commission (CCC) 
created

1927

CCC became a federal 
Title V program 
mandated to include a 
family centered focus

1935

Pardee bequest to 
Crippled Children’s 
Commission (CCC)

1944

Medicaid & Medicare 
added to Social 
Security Act
Michigan Medicaid 
established
CCC transferred to 
public health

1965

Children with Special 
Needs Trust Fund est. 
in Public Health Code
CSHCS Advisory 
Committee est. in 
Public Health Code; 
replaced CCC

1978

Michigan established 
Parent Participation 
Program (PPP), first 
Title V parent-led 
program in U.S.

1988

CAC Subcommittee 
formed for CSNF (1/3 
parents)

1990

PPP renamed Family 
Center for CYSHCN

2006

Sickle Cell Disease 
coverage extended  
beyond age 21

2021

CSHCS coverage 
expanded to age 26

2023

Targeted Case Mgmt 
for Children with 
Medical Complexity 
(TCM-CMC) 
established

2025

Children’s Special Health Care Services (CSHCS) Milestones



Prioritizing the 
Youth & Family 
Perspective within 
CSHCS

Policy & Practice

• Advisory committees 
• LHD Accreditation
• Development/review of CSHCS 

policies
• CSHCS program & resource 

development
• Strategic Plan



Prioritizing the 
Youth & Family  
Perspective within 
CSHCS

Programs

• Grant writing, development, 
implementation

• MCHB Title V Needs Assessment 
• Bullying Prevention Initiative
• Children with Medical Complexity 

Targeted Case Management (CMC 
TCM)

• Professional presentations



Family Center for Children and Youth 
with Special Health Care Needs



The Family Center for Children and Youth with 
Special Health Care Needs (Family Center)

The Family Center for Children and Youth with Special Health Care Needs (Family 
Center) is the statewide, parent-directed center within Children’s Special Health Care Services 
(CSHCS).

Who We Are:
• Each Family Center team member is the parent of a child with special health care needs.
• We are a resource that families can turn to for support and encouragement.
• We seek to empower families through education and connection to their communities.

Who We Serve:
• The Family Center serves all families with children who have--or are at increased risk for--

physical, behavioral, developmental, and emotional conditions. 
• Families do not have to be enrolled in Children’s Special Health Care Services to receive Family 

Center Services and Support.

For more information about the Family Center: Visit our website at www.michigan.gov/familycenter

http://www.michigan.gov/familycenter


Our Mission

To support and connect Michigan families of 
children and youth with special health care 
needs, provide family-centered leadership 
throughout Michigan’s health care settings, and 
partner in decision making within the systems of 
care for children and youth with special health 
care needs.



Elevating Youth & Family Voices

Research has consistently shown that when families 
are engaged and included as decision-makers in the 
programs that impact them:

 Children have better outcomes
 Programs and policies are more effective because 

parents bring a level of expertise and lived 
experience that professionals do not have

 Programs are more responsive and reflect the 
needs of communities

Michigan has a rich history of youth and family 
engagement and elevating this perspective, so 
families have a seat at the table where the decisions 
that impact their families are being made



Family Centered Leadership

Family Center Manager participates on the 
CSHCS management team to ensure the 
family perspective is considered in all aspects 
of program and policy development.

The Family Center team provides family-
centered leadership by elevating the family 
voice and perspective on other decision-
making bodies within CSHCS, MDHHS, and 
other statewide initiatives.



Continuum of Parent Voice and Leadership



Advisory Boards and Committees

CSHCS 
Advisory 

Committee

CSN Fund 
Advisory 

Committee

Family 
Leadership 

Network



Youth & Family Engagement Opportunities

• Planning Committee for National Bullying Prevention Month 
activities

• Developing and presenting trainings for families and providers
• Grant reviewers
• Reviewing materials and resources to ensure they are family-

friendly
• Contributing news articles and resources for the Michigan Family 

Connections Newsletter
• Participating on Title V needs assessment workgroups
• Focus Studies to plan new peer support program
• Providing peer support through Parent to Parent USA
• Serving on panel discussions for conferences and other meetings



Strategies to Increase Engagement

• Establish a Reimbursement Policy – childcare, mileage, etc.
• Assign meaningful work – match people to their interests and talents
• Define roles and have clear expectations – signed agreement to serve
• Orientation/preparation – level the playing field
• Consider developing a Stakeholder Engagement Plan to operationalize 

your engagement strategy



Local Health Department 
Family/Youth Engagement Grant Program

The purpose of the CSHCS Family/Youth Engagement program is to assist 
local CSHCS programs in creating opportunities for families and youth to 
participate in local CSHCS activities as well as be supported in leadership 
development and decision-making roles. Involving parents and youth in 
decision making, providing them with a voice, and including them on 
committees and workgroups promotes leadership development. Parents 
and youth can and should be involved in the planning, review, evaluation, 
and improvement of programs that impact their families. 

Local Health Departments are eligible to apply for up to $10,000 each fiscal 
year (October 1 – September 30) to implement activities. 



Local Health Department 
Family/Youth Engagement Grant Program (con’t)

Objectives 
Grants will be awarded based on the extent to which applicants meet the following 
grant objectives: 

1. Remove barriers for families/youth to participate in networking, peer support, 
and/or educational events. 

2. Support the development of knowledge, leadership, and advocacy skills 
among CSHCS families and youth. 

3. Elevate the voice of families and youth in the development, planning, and 
implementation of local CSHCS policies, programming, and activities. 

4. Support the engagement of families and youth in leadership and decision-
making roles at the local level. 

For more information, contact the Family Phone Line at 800-359-3722



Michigan Pediatric Epilepsy Projects



Pediatric Epilepsy Grants (2010-2029)
The project aims to improve health outcomes among Michigan’s children and youth with epilepsy 
(CYE), especially those in rural and underserved areas by promoting best practices in the 
following areas: 

Telemedicine Family-
Centered 
Medical 
Home

Family 
Engagement

Communica-
tion and Co-

Management 
Between 

Primary & 
Specialty 

Care

Shared 
Decision-
Making

Health Care 
Transition

Other Life 
Transitions 
(housing, 

education, 
employment)



Project Clinic Partners
PRIMARY CARE CLINICS

Alcona Health Center – Alpena, 
Cheboygan, Harbor Springs

MSU CHM Child Health Clinic
MSU COM Pediatric Clinic

PEDIATRIC EPILEPSY 
SPECIALTY CLINICS

Beaumont Children’s (Corewell)
Children’s Hospital of MI
DeVos Children’s Hospital 

(Corewell)
Marquette General Hospital
MSU Neurology Clinic

ADULT EPILEPSY 
SPECIALTY CLINICS

Detroit Medical Center
 Trinity Health

Marquette 
General 
Hospital

MSU Neurology

DeVos Children’s 
Hospital

Trinity Health

Beaumont 
Children’s

Children’s Hosp. 
of Michigan and 
Detroit Medical Center



Michigan Youth with Epilepsy Transition 
(MiYET)

Project Goal:  Improve the quality of life and well-being among Michigan’s Youth with Epilepsy 
requiring Supports (YES), ages 13-26, transitioning from a child to an adult health care model and 
improving self-efficacy for their families/caregivers. 

Timeline: 9/1/2024 to 8/30/2029

Strategies:
• Partner with pediatric and adult epileptologists to integrate family navigation into the transition 

services, provide education to providers and staff, and develop connections across transition 
domains (education, employment, independent living, guardianship and alternatives, etc.).

• Develop a Michigan Transition Framework that will help clinics; youth, young adults, and 
families; and agencies with successful transitions. 

• Bridge gaps between agencies, community-based organizations, local health departments, and 
clinics through education, training, and collaboration. 



Youth & Family Engagement Strategies

Involve Lead

Engage Empower

Proactively identify 
opportunities for 

engagement

Focus groups
Subcommittee to create 

program deliverables

Inclusion on core 
leadership team and 
Transition Advisory 

Committee

Parent Trainings
Annual surveys



Youth & Family Advisors

• Project leadership 
team

• Hiring YFAs
• YFA support
• YFA compensation

Family Center 
Leadership

• Defined meaningful 
Youth & Family 
Advisor involvement 

• Advisors included in 
clinic QI teams

• Advisors on 
leadership team

Project 
Expectations •2015 Statewide Parent 

Survey
•Project Leadership Team
•Family Engagement 
Consultant

•Youth/Young Adult 
Consultant

•Network Meetings & 
Webinars

Meaningful 
Engagement

• Multiple access points
• Training & coaching
• Compensation

Ongoing 
Support • Meet Me

• E-SMART
• Shared Decision-

Making Guide
• Resource Lists

YFA-Driven 
Products



Growth Assessment Tool



Opportunities for Youth and Family Involvement
It’s a process, not an end point

Forming

Storming
Norming

Performing



Forming & Storming
Forming
• Seek informal feedback from youth & family members on quality 

improvement ideas
• Ask your team to recommend youth & family members who may 

be interested in sharing their feedback
• Share your ideas and seek input from youth & family members
• Schedule Zoom meetings to connect with youth & family members 

on particular topics

Storming 
• Distribute simple feedback forms to youth & families at 

appointments for a defined period of time
• Conduct focus groups with a group of youth & families regarding 

your QI ideas
• Seek out a family engagement expert to brainstorm ways to identify 

and engage youth & family members
• Identify one or more youth & family members.



Norming & Performing
Norming 
• Routinely ask youth & families for feedback on suggested 

improvements 
• Include youth & families in:

• Identifying and planning the QI project
• Implementing the QI project
• Evaluating the successes, strengths and opportunities 

discovered in the QI project
• Making recommendations for next steps

Performing 
• Establish a Youth & Family Advisory Council (YFAC) with 

regular meetings attended by staff leaders
• Hire a youth/family member as a member of your QI 

team, full or part time.



Strategies to Support Youth & Family 
Engagement

Orientation for staff

Orientation and support for Youth & Family Partners (YFP)

Be intentional about diversity

Provide stipends and support

Provide “safe space” for YFPs to discuss their experiences



o Each panel was organized around a theme 
(transition, seizure action plans, etc.)

o Family Engagement Consultant prepped the 
parents in advance

o Youth and parents shared their stories, including 
challenges they faced

o Providers listened & asked questions

o Youth & family member perspectives were 
validated

o Providers rated this an extremely valuable part of 
the meeting

Example: Annual In-Person Meeting 
Youth & Family Panels



Representation of various viewpoints
• Youth have a very different perspective 

than parents, so working directly with them 
is helpful.

Opportunity for test runs and feedback
• Making changes and adjustments is easier 

with the assistance of youth.
• Things that seem obvious to youth might 

not even be considered by adults and vice 
versa.

Youth Involvement 



Tips for Youth Involvement 

DO’s
• Provide multiple routes for participation
• Create a sense of value and equality 
• Consider their background, interests, and 

experiences
• Build benefits for the youth 
• Give credit for involvement
• Communicate results of efforts 

DON’Ts
• Place youth in situations where 

they feel alone
• Ask for participation and not 

utilize it
• Leave youth to work alone, 

without support



YFP-Developed Products



Youth/Family Partner-Developed Products



Thank You
Bev Crider   
bevcrider@gmail.com

Terra Depew
depewt@michigan.gov

Marcia Franks
franksm2@michigan.gov

Jane Pilditch
pilditchj2@michigan.gov
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