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HISTORY OF FAMILY INVOLVEMENT IN IOWA

Julie Beckett hired –
1st Parent

1984

HRSA-funded Parent 
Consultants

1988

Ill & Handicap Waiver 
Parent Consultants

1997

Early ACCESS Service 
Coordinators

2005

Community Circle of 
Care in northeast 
Iowa

2006

Family to Family Health 
Information Center

Family Support 360

Guide by Your Side 
Mentors

2009

Community Child 
Health Team

2012

Regional Autism 
Assistance Program

Pediatric Integrated 
Health Home

2013

Systems Integration 
Grant

2015

Innovations in Care 
Coordination

2019



HISTORY OF 
FAMILY NAVIGATOR 

TRAINING

Family Navigators hired by the Division were originally 
trained by peer mentors

In 2009, Division staff developed a formal, face-to-face 
training program for Family Navigators associated with the 
Community Circle of Care program in northeast Iowa

That training later expanded statewide funded by HRRRSA 
to develop Family to Family Iowa, Family 360, and Iowa’s 
Family to Family Health Information Center collaborative

Family Peer Support Training Developed

The Division has since built a network to support Family 
Navigators, including monthly training and mentoring



FAMILY NAVIGATOR TRAINING

PRE-REQUISITES

General organization
Group process

CORE CURRICULUM

Confidentiality
Relationship building
Recovery and resiliency
Conflict resolution
Empowerment strategies
Education issues
Special health care
Cultural and linguistic 
competencies
Resources and referral
Department of Human Services 
(DHS)
Juvenile Court

SUPPLEMENTAL 
REQUIREMENTS
DHS OASIS
Certification in Human Subjects 
Protection
Guardianship and 
conservatorship
Emergency preparedness
Mandatory Reporting
Impact data collected



FINDING 
SOLUTIONS 

TO BARRIERS

• Many families can make time if they know it 
will improve outcomes for their children

Families lack time 
and energy

• Families might need background 
information and mentoring

Families aren’t 
prepared

• Families can share decision-making and plan 
policy, among other roles

We don’t know how 
families can help

• Look in all the usual and unusual placesWe don’t know how 
to identify families

• Families are valuable consultants and should 
be reimbursed

Is payment 
required?

• Adjust meeting times
• Offer child care

Families aren’t 
available when we 

need to meet



FAMILY NAVIGATOR ROLE

Required lived experience 
as the parent or primary 
caregiver of CYSHCN

Work within Community-
Child Health Teams

Are trained and certified 
Meet families where they 
are, focusing services on 
family priorities and goals



FAMILY NAVIGATORS ARE THE BRIDGE 
BETWEEN DIFFERENT SETS OF PROVIDERS 

AND SYSTEMS



• Had similar challenges

• Felt the same feelings of grief, sadness, loss, 
and joy

• Found ways to take care of themselves and 
their families

Family Navigators embedded in care teams can 
explain providers’ recommendations in ways 
families understand and help overcome real-
world obstacles to following through

FAMILY NAVIGATORS ARE 
PARENTS OR CAREGIVERS WHO 

HAVE:



Early research suggests that parent peer 
support offers other caregivers:

• Increased sense of collaboration with 
professionals

• Increase self-efficacy

• Increased empowerment to take action

• Decrease self-blame and isolation

• Recognition of the importance of self care

HOW FAMILY TO FAMILY 
SUPPORT MAKES A DIFFERENCE

https://www.samhsa.gov/sites/default/files/progr
ams_campaigns/brss_tacs/family-parent-
caregiver-support-behavioral-health-2017.pdf

https://www.samhsa.gov/sites/default/files/programs_campaigns/brss_tacs/family-parent-caregiver-support-behavioral-health-2017.pdf


SHARED DECISION-
MAKING

Supporting parent participation using active listeningSupporting

Helping parents explore options and available evidence-
based treatmentsHelping

Assessing parents’ values and preferencesAssessing

Reaching a decision with the parentsReaching

Evaluating and/or monitoring the decisions madeEvaluating



CHSC FAMILY NAVIGATORS

CLEMENTINE KARL, DES MOINES

ANGIE DROESSLER, DUBUQUE

ANN MOHR, WATERLOO



Karl-Musser Family
Clementine Karl, Family Peer Support Specialist

A resident from Des Moines, 
IA, Clementine enjoys 
reading, the outdoors, 

baking, and any activity 
done with her family.

Peer support undermines the isolation families can 
feel from their child's disability.



Subtitle
All children receive testing and treatments deemed 
necessary by medical providers.  No child should be 
denied needed services due to cost or any other 
reason.

I love watching my son play baseball

THE DROESSLERS
ANGIE, MAX, 
AND MILES

DUBUQUE, IA



Enjoying the challenges and rewards of assisting individuals 
and families with special healthcare needs.

THE MOHRS
Mark, Ann, Andrew and 

Rylan
Hudson, IA



• Based on the “Super Parents” project developed by the 
Lucile Packard Foundation for Children’s Health

• Illustrates the daily joys and struggles of caring for 
children, youth, and young adults with special health 
care needs or disabilities

• Photographer Thomas Langdon shadowed eight Iowa 
families 

• Each family’s story is featured on a full-size banner, in 
an accompanying booklet, and on the CHSC website



FAMILY 
NAVIGATOR 

PARTICIPATION 
IN AMCHP
ACTIVITIES

Conference attendees

Leadership activities (committees, panels, meetings)

Leadership Lab (formerly Family Scholar/Family Mentor Program)

Family Delegate Program

State Public Health Autism Resource Activities and Technical Support Programs





PRINCIPLES OF FAMILY 
PROFESSIONAL 
PARTNERSHIPS

1. Professionals recognize families 
as equal partners

2. Everyone respects the skills and 
expertise brought to the 
partnership

3. Trust is fundamental

4. Information is shared openly

5. Decisions are made together

6. All are willing to negotiate



FAMILY PROFESSIONAL PARTNERSHIP 
OPPORTUNITIES

• Parent training provides more opportunities for networking 
and personal connections with other family professionals

• Iowa Family Leadership Training Institute, Virtual Family 
Training Lunch and Learns

• CHSC Family Advisory Council

• CHSC Advocacy Committee

• Promoting and supporting families and Family Navigators to 
attend legislative “Day on the Hill”

• Local legislative forums and town hall meetings

• Support Family Navigators to apply for AMCHP Leadership 
Lab



OPPORTUNITIES FOR FAMILY ENGAGEMENT

Individual Level

• One to one care 
planning

• One to one 
training on 
education goals

Community Level

• Offering parenting 
classes

• Inviting families to 
discuss barriers to 
service

Policy Level

• Hiring trained 
family leaders

• Creating family 
advisory councils



MOVING THE 
NEEDLE

FAMILY ENGAGEMENT
The intentional practice of 
working with families for the 
ultimate goal of outcomes in all 
areas through the life course

FAMILY-PROFESSIONAL 
PARTNERSHIPS
Families of children with special 
health care needs partner in 
decision-making at all levels and 
are satisfied with the services they 
receive



Plan
Objective
Questions and predictions (why?)
Plan to carry out the cycle (who, what, where, when)
Plan for data collection

Do
Carry out the plan

Document problems and unexpected observations

Begin data analysis

Study
Complete the data analysis

Compare data to predictions

Summarize what was learned

Act
What changes are to be made?

Next cycle?

Plan

DoStudy

Act



STATE BREAKOUT GROUPS

How can your state move from Family 
Engagement to Family Professional 
Partnerships?

Plan

Objective

Questions and predictions (why)

Plan to carry out the cycle (who, what 
where, when)

Plan for data collection

How can your state implement aspects of 
this model to:

 Add additional Family Navigators?

 Utilize current Family Navigators 
differently?

 Expand training activities for Family 
navigators?

 Support statewide family navigation?

 Collect additional data



STATE TEAMS SHARE
(2 MINUTES EACH)



QUESTIONS?
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