Family Engagement in Systems Toolkit:
Assessing & Improving Family Engagement at the Systems Level

Family Voices has received funding from the Lucile Packard Foundation for Children’s Health (LPFCH) to
develop a Family Engagement in Systems Toolkit to assess and improve family engagement at the
systems level. This work is a continuation of initial research, also funded by LPFCH, in which Family
Voices created a framework for assessing family engagement at the systems level.
There is an increasing focus on family engagement among health providers, payers, and systems of care
as a strategy for improving health care quality; patient safety; patient, family, and provider satisfaction;
health care outcomes; and reducing costs. Because children and youth with special health care needs
(CYSHCN) utilize more health care services than other children do, their families have expert knowledge
of the systemic barriers (e.g. prior approvals, narrow networks, confusing eligibility for communitybased services and supports) that result in a fragmented system of care.
Family Voices believes families of CYSHCN can be important drivers of systems change, using their
experiences and expert knowledge in partnership with professionals to ensure that all children receive
health care in a well-functioning system. Family Voices, in partnership with experienced family leaders
and professional partners from community, academic, and public health pediatric settings, is now
developing a Family Engagement in Systems Toolkit for assessing and improving patient and family
engagement at healthcare systems, using evidence-based development strategies. The Toolkit will
include:
(1) An assessment tool for patient and family engagement at the systems level, and
(2) A supporting set of resources to improve systems-level patient and family engagement activities.
We anticipate that the users of the tool will be groups who are already involved in patient and family
engagement activities, or who want to start conducting these activities. Potential users include family
organizations, Title V Programs, Medicaid programs, health insurance programs, hospitals and other
healthcare providers, and other health-related programs and settings.
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