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Systems-level Family Engagement



Family Engagement in Systems Tools



Levels of Family Engagement

• Systems Level
– Organizational Design & Governance 

• Participate on a family advisory council; help plan QI 
projects

– Role in Policy-making
• Active role in creating or improving policies & other 

systems-level initiatives

• Individual Level
– Direct Care

• Partner with providers 

Carman, et al. (2013). Patient and family engagement: a framework for understanding the 
elements and developing interventions and policies. Health Affairs (Millwood), 32(2):223-31.



Systems-Level Family Engagement

Authentic partnerships between professionals 
and family leaders who reflect the diversity of 
the communities they represent, working 
together at the systems level to develop and 
implement better policies and practices. 



Systems-level Initiatives

• A Title V program engages a family-led organization in the 
planning & implementation of the Title V needs assessment 
and related block grant development activities. 

• A Medicaid program engages family leaders to identify 
barriers to services and works together to improve policies. 

• A university research team engages family leaders to create a 
research project to ensure that interventions are family-
centered.

• A hospital engages families in a quality improvement initiative 
to evaluate the discharge planning process. 



Domains of Family Engagement 



FESAT User’s Guide 

• Introduction
• Instructions for Use

– Completing the FESAT
– Scoring 
– Using Results

• Appendices
– Example uses
– Definition of terms



FESAT: Three Uses

• Assess how well an organization engages 
families

• Improve efforts over time towards 
meaningful family engagement

• Guide the design of systems-level initiatives 
to ensure meaningful family engagement



Completing the FESAT

• Who is the “Organization”?
– The “organization is the system of care that engaged the 

families in the initiative (ex: Title V, Medicaid, children’s 
hospital, CoIIN)

• Who are the “Family leaders”? 
– Family leaders are family members with lived experience 

who can participate in systems-level activities around 
policies and programs that affect the broader population 
of individuals who receive services

• Who completes the FESAT?
– Organization staff and family leaders who worked 

together on a specific initiative complete the FESAT



Identify Roles

• Identify the organization and each 
participant’s role in the systems-level 
initiative
– The organization is the entity that engaged the 

family leaders
– Examples include Title V, Medicaid, other state 

agency, children’s hospital, a CoIIN, RGN

• Roles
 Organization staff
 Family leader



Describe the Initiative

Staff and family leaders who participated in the 
initiative agree on a short description of the on-
going or recently completed systems-level 
policy, program, practice, or service initiative in 
which they were engaged.



Describe the Initiative

[Organization] engages (or engaged) family 
leaders in [short description of initiative] to 
[intended outcome].

A children’s hospital engaged family leaders in 
an initiative to improve discharge planning for 
CSHCN
to reduce medication errors.



Domain 1: Commitment means that the organization routinely engages family 
leaders in all systems-level initiatives that affect the policies and programs that 
govern services for children, youth, and families.



Domain 2: Transparency occurs when the organization clearly documents and 
communicates about how it Identifies issues faced by the children and families they serve; 
provides the information and supports family leaders need to participate to their maximum 
potential in the  systems-level initiative. 



Domain 3: Representation occurs when family leaders reflect the diversity of the 
community served by the policy, program, practices, and services provided by 
the organization. 



Domain 4: Impact describes the areas where family leaders’ ideas were 
incorporated at the systems level to improve policies, programs, services, and 
practices.  



Scoring Your Results

• Organization staff discuss individual scores  consensus
• Family leaders discuss individual scores  consensus
• All participants meet (in person or virtually) to discuss scores 
 consensus

• Scoring
― Enter consensus scores into the Team Points (light blue) column on 

the Excel Scoresheet
― Never = 0; Rarely = 1; Sometimes = 2; Usually = 3; Always = 4
― Do not score (leave blank)  “Not Sure/Not Applicable responses



FESAT Score Sheet



Using Your Results

• The FESAT is a self-assessment tool

• As a team, identify domains of strength and domains 
where family engagement could be improved

• If using the FESAT for QI, initial scores serve as a 
baseline

• Compare subsequent uses to individual domain 
and/or overall family engagement scores

• Explore the FES Toolkit to choose strategies and find 
resources for improving family engagement in one or 
more domains



FES Toolkit

• Organized by the 4 domains of family 
engagement

• Collection of strategies and resources 
organizations can use to improve family 
engagement

• Use as a standalone resource or as a 
companion document to the FESAT



FES Toolkit: Commitment



FES Toolkit: Commitment



FES Toolkit: Transparency



FES Toolkit: Representation



FES Toolkit: Impact



FES Toolkit: Overarching Strategy

Resources for identifying family-led 

and community-based organizations 

Strategy: Collaborate with a family-led or community-based 
organization to identify representative families, ensure they 
have needed mentorship and support, and that both family 
leaders and organization staff have access to skill-building 
opportunities. Examples of mutually beneficial reasons for 
organizations to partner with family-led or community-based 
organizations are described below. 



Checklist to Guide the Design of Family 
Engagement Initiatives



Questions, Comments, Discussion…



For Additional Questions & TA

Beth Dworetzky
bdworetzky@familyvoices.org
413-222-2909

Mary Jo Paladino
mpaladino@familyvoices.org
574-315-0495

Clarissa Hoover
choover@familyvoices.org
505-872-4774

mailto:bdworetzky@familyvoices.org
mailto:mpaladino@familyvoices.org
mailto:choover@familyvoices.org


How’d We Do? 

https://www.surveymonkey.com/r/INTROtoFESAT

https://www.surveymonkey.com/r/INTROtoFESAT


Download the FES Tools

https://familyvoices.org/fesat-request-form/

https://familyvoices.org/fesat-request-form/


Thank You


