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  Purpose

In 1987, Surgeon General C. Everett Koop’s Report on 
Children with Special Health Care Needs1 proposed action 
steps towards achieving “comprehensive, coordinated, 
family-centered, community-based services for children 
with special needs and their families.” These action steps 
included the need for family/professional collaboration in 

1  Children with Special Health Care Needs: Surgeon General’s 
Report: Campaign ’87. Available at https://profiles.nlm.nih.gov/
spotlight/nn/catalog/nlm:nlmuid-101584932X515-doc.
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Abstract
While family engagement at the individual level of health care, such as families partnering with providers in decision-
making about health care for an individual child has been well studied, family engagement in systems-level activities (e.g., 
participation in advisory and other decision-making groups, or creation and revision of policies) that impact the health 
services families and children receive has not. This note from the field presents a framework that describes the informa-
tion and supports that help families partner with professionals and contribute to systems-level activities. Without attention 
to these components of family engagement, family presence and participation may be only token. We engaged an expert 
Family/Professional Workgroup whose members represented key constituencies and diverse geography, race/ethnicity, and 
areas of expertise; conducted a review of peer-reviewed publications and grey literature; and conducted a series of key 
informant interviews to identify best practices for supporting meaningful family engagement at the systems level. Based 
on an analysis of the findings, the authors identified four action-oriented domains of family engagement and key criteria 
that support and strengthen meaningful family engagement in systems-level initiatives. Child- and family-serving serving 
organizations can use this Family Engagement in Systems framework to support meaningful family engagement in the 
design of policies, practices, services, supports, quality improvement projects, research, and other systems-level activities.

Significance
Health care providers, researchers, and policy makers understand the importance of engaging families at the individual 
and systems level where health policies are created to improve systems of care. Many articles mention that families 
were engaged in systems-level initiatives but provide little detail about how they provided the information and supports 
that families need and receive to understand their partnership roles, collaborate, and make meaningful contributions. An 
analysis of a literature review and key informant interviews informed the creation of a framework and the identification 
of key criteria to support meaningful family engagement in systems change.

Keywords Family engagement · Partnerships · Quality improvement · Systems-change · Children with special 
healthcare needs
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program development, implementation, evaluation and 
policy formulation. It continues to be vitally important that 
individuals and families who receive services from a system 
of care, particularly those who experience the most dispari-
ties in healthcare, have a voice in creating or improving the 
policies, practices, services and supports that govern the 
services they receive. Several frameworks describe the con-
tinuum of family engagement in systems-level activities. 
For example, Carman et al. (2013) describes a continuum 
from consultation to involvement, to partnership and shared 
leadership. The Spectrum of Public Participation2 from the 
International Association for Public Participation describes 
roles from informing, consulting, involving, to collaborat-
ing, and empowering. However, there is no established 
framework that defines the components of family engage-
ment that can assist families in moving along the continuum 
of family engagement. This note describes a framework for 
how families’ lived experience can inform and lead to mean-
ingful contributions to systems change that can improve 
systems of care for all children and families.

Much of the research on family engagement has focused 
on the roles of family engagement in the care of an individ-
ual child (Maurer et al., 2012; Minniti et al., 2014; Berg et 
al., 2015; Cene et al., 2016); fewer focus on family engage-
ment at the systems level. Yet, increasingly, child- and fam-
ily-serving organizations are expected or even required to 
engage families in systems-level initiatives. For example, 
hospitals and health care organizations are engaging fami-
lies as advisory board members (Dokken et al., 2021). The 
Maternal and Child Health Bureau (MCHB) Title V block 
grant guidance expects states and jurisdictions to “Assure 
families and individuals are key partners in health care 
decision-making at all levels across the health care system 
and the services that support them, especially those who are 
vulnerable and medically underserved.”3 Some states have 
taken legislative action to require family engagement in sys-
tems change. California Senate Bill 586 required Medi-Cal 
managed care programs to establish family advisory groups 
to “monitor processes and outcome measures by which the 
plans participating in the Whole Child Model program shall 
be monitored and evaluated.”4 Many of these organizations, 
however, struggle with how to engage and support the fam-
ily partners with whom they collaborate to ensure they can 

2  h t t p s : / / o r g a n i z i n g e n g a g e m e n t . o r g / m o d e l s /
spectrum-of-public-participation/
3  HRSA Health Resources & Services Administration Title V Mater-
nal and Child Health Services Block Grant To States Program, avail-
able at https://mchb.tvisdata.hrsa.gov/uploadedfiles/TvisWebReports/
Documents/blockgrantguidance.pdf.
4 h t tps : / / leg info . legis la ture .ca .gov/ faces /b i l lNavCl ient .
xhtml?bill_id=201520160SB586.

participate and contribute to systems-level initiatives in 
meaningful ways.

The work presented here identifies, for both families and 
professionals, the essential components of meaningful fam-
ily engagement at the systems level to ensure that families 
have the information, support, context, and understanding 
of their roles and responsibilities to participate, partner, 
and contribute to systems-level initiatives.

Description

Overall Design

This study is designed according to the processes used in 
prior scoping review methodologies (Hamilton et al., 2019; 
Hamilton et al., 2021). Unlike the former studies in which 
stakeholders were included in the final phases of the proj-
ect, stakeholders assisted with all phases of the project, as 
described below.

Stakeholder Consultation

We identified and engaged an Expert Family/Professional 
Workgroup from the start of the project to advise the work. 
The members represented key constituencies, the diverse 
race/ethnicity and geography of the country, and multiple 
areas of experience and expertise. The 15-member Work-
group met monthly throughout the 18 months of the proj-
ect. Members included family leaders with lived experience 
and knowledge navigating health care at the systems level, 
as well as experience in family support and family/profes-
sional partnerships. The professionals included a pediatri-
cian, a health plan administrator who serves children with 
complex needs across seven states, a Medical Director for 
a managed care organization, a state Title V Children with 
Special Health Care Needs (CSHCN) program director, 
and highly experienced public health policy analysts and 
evaluators.

The Workgroup was actively engaged in all phases of 
the project, from design to product development. Mem-
bers assisted with the synthesis of the literature review, the 
development of the key informant interview guide, analysis 
of the findings from the literature review and interviews, 
identification of the key criteria, and development of the 
framework for assessing family engagement at the systems 
level to ensure that family engagement is equitable, authen-
tic, and meaningful.
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Literature Review

We conducted a literature review, drawing from a variety of 
sources, within and without the maternal and child health 
field. This effort included peer-reviewed articles and grey 
literature reports that highlighted approaches to patient, 
family, and community engagement and provided a picture 
of a vibrant and increasingly evidence-based field of study. 
Using the query “cooperative behavior“[mesh] AND “com-
munity participation“[majr] AND (hasabstract[text] AND 
“humans“[MeSH Terms] AND English[lang]) in Pubmed, 
we identified 770 articles. The Expert Workgroup recom-
mended an additional 21 articles. We identified an addi-
tional 7 articles linked to other articles in the review, for a 
total of 798, published between 2001 and 2021.5

Articles and reports that mentioned family engagement 
but did not describe how families were supported in such 
engagement were excluded, as our goal was to identify 
“how to” ensure that family engagement in systems-level 
initiatives is meaningful.

Using the framework described by Carman et al. (2013), 
two members of the project team along with several mem-
bers of the Workgroup selected articles for the literature 
review based on the following criteria:

 ● The article demonstrated and/or assessed patient, fam-
ily, or community engagement at the systems level.

 – Community members participated as members of a 
core project team.

 – Engagement efforts included training (Hawley, 
2010; Robbins et al., 2016; Fraenkel et al., 2016) or 
other capacity-building activities, such as peer men-
tors (Taylor et al., 2010; NICOM, 2015) to support 
engagement at the systems level.

 – Community members participated as oversight/
advisory council members, key informants, or in 
other activities that allowed for an iterative dialog 
between professionals and families.

 – Community members co-developed and analyzed 
surveys or facilitated and interpreted focus group 
findings.

The project team reviewed the resulting 33 articles, cate-
gorized the activities in which families were engaged, and 
identified the supports the families received to ensure their 
engagement was meaningful.

5  The original literature search was conducted in 2017. In subsequent 
years, we searched for and reviewed new articles, employing the same 
selection criteria.

Key Informant Interviews

To complement the literature review, the project team 
interviewed 19 key informants to learn about the types of 
system-level activities families were engaging in as well as 
the supports that helped families be effective contributors. 
Interviews also explored what changed because families 
were engaged and the factors that support meaningful fam-
ily engagement in policy, practice, and other systems-level 
activities that impact health services for all children. The 
key informants, 10 family advocates who represented the 
diversity of the country, and 9 professionals, were recom-
mended by the Family/Professional Expert Workgroup and 
by a national network of family-led organizations.

The family advocates included staff from various family-
led and community-based organizations, disability advo-
cates, and members of hospital and other advisory groups. 
The professionals included public health academics, pub-
lic and private payers, Title V agencies, regional genetics 
network personnel, and pediatricians. The interview guide, 
informed by the findings from the literature review, was the 
same for both families and professionals.

Using NVivo software, research partners at Social and 
Behavioral Health, School of Community Health Sciences, 
University of Nevada, Reno performed an analysis of the 
interview responses.

Assessment

Literature Review

The project team identified the following themes in the 33 
articles selected for the literature review:

Family Roles

Families were engaged primarily as advisory commit-
tee members or as invited attendees at other meetings and 
selected because they had prior experience or leadership 
training, mentoring and coaching, peer support, an open-
ness to working in a collaborative setting, and willingness 
to listen and learn. In some cases, professionals who were 
also parents of children with special health care needs were 
asked to assume a dual role as both a family participant and 
professional.

Family Representation

A variety of articles indicated that some “systems of care” 
(hospitals, researchers, Title V) understood the importance 
of ensuring that family partners were representative of the 
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their colleagues did not always embrace the need to engage 
families as partners in their work, were unwilling to “check 
their egos at the door” and did not recognize that they did 
not have the same systems-issue perspective as families 
who received services. A pediatrician shared, “In my expe-
rience, a small minority of care team members are kind of 
reluctant to hear what families have to say. So, it’s impor-
tant for the champion to say, no really this is OK. This is 
where we’re going.” In addition, the professionals stated it 
was easier to engage a professional who is also a parent in 
a dual parent-professional role or to engage advocates who 
help families rather than actual families. Some profession-
als also presumed that families were too busy taking care of 
their children to engage with decision-making groups. All 
interviewees agreed that if professionals are being paid for 
their time, family members should also be compensated.

Transparency

The family interviewees reported that their engagement 
activities were primarily to attend meetings, either in per-
son, by phone, or by use of a virtual platform. Meeting types 
included advisory or working group meetings, or quality 
improvement meetings. Regardless of the type of meet-
ing, it was important to make sure family members had a 
meaningful role, felt valued, and were part of the decision-
making process. They noted that engagement needs to start 
from a shared understanding of the issue, as often family 
members who are asked to participate do not have the same 
priorities as the professionals. Often, professionals did not 
understand that families’ lived experiences with systems of 
care made them acutely aware of policies, practices, ser-
vices, and supports that needed to be improved. A family 
leader shared, “A lot of times, the organization has already 
decided what’s important and fails to ask families what’s 
important to them. Systems can’t change if families’ priori-
ties are not addressed.” It was noted that family-led organi-
zations track data about the issues families experience with 
systems of care. These data can be shared and used to under-
stand families’priorities for systems change. Families also 
noted they were often invited to meetings merely to “check 
a box” that a family member was present and that without 
defined roles and responsibilities, they felt their presence 
was meaningless. A family advocate noted the importance 
of, “making certain that families have a role and are not just 
a person that you’re checking off. As soon as a family feels 
like their voices mean absolutely nothing, they leave.”

All the key informants recognized that both families and 
their professional partners needed skill-building opportuni-
ties and training to ensure effective and authentic family/
professional partnerships and that continued recruitment 
and training can help to grow and sustain family engagement 

race, ethnicity, culture, and socio-economic status of the 
families and populations they serve (Conway et al., 2006; 
Wells & Anderson, 2006; Johnson et al., 2008; Buxbaum, 
2010; Mapp & Kuttner, 2013; O’Sullivan 2014; Bailey et 
al. 2015; AMCHP, 2016; Glader, et al. 2016; Damon 2017; 
Frampton et al., 2017).

Factors that Support Family Engagement in Systems

Wells and Anderson (2006) found that families need a “job 
description” to understand their role on decision-making 
groups. Other articles recognized that not all families can 
“afford” to participate unless they are compensated for their 
time and other expenses associated with participation (For-
bat et al., 2009; O’Sullivan, 2014; Sheridan et al., 2017). 
Families also need to have information about the work 
they will do in jargon-free, plain language (Minniti et al., 
2014). Additionally, Gagliardi et al., (2008) identified the 
importance of having a staff member to champion family 
engagement.

Impact of Family

Engagement Few articles addressed the impact of fam-
ily engagement in systems-level initiatives. Carman et al. 
(2014) assessed impact with improved outcomes, cost sav-
ings, and family and professional satisfaction.

Plescia and Groblewski (2004) found that engaging 
families and assessing family needs resulted in improved 
policies that were more responsive to family needs. Other 
articles noted that providing families with the supports they 
needed to make a sustained contribution to the work (Wells 
and Anderson, 2005; Anderson and Wells, 2006; Kaehne 
and Catherall, 2013; Cacari-Stone et al., 2014; Carmen et 
al., 2014; Patient-Centered Outcomes Research Institute, 
2018; Boudes et al. 2018; Mullin, 2019) resulted in policies 
that were more family-centered.

Key Informant Interviews

Based on the analysis of key informant interview responses, 
we identified four major themes.

Commitment

Family leader interviewees noted the importance of having 
a written policy for family engagement in systems-level ini-
tiatives and of having professional staff who were champi-
ons of family engagement to set a model for any staff who 
might be hesitant or resistant to working with families to 
improve services. This finding was supported by the pro-
fessional provider interviewees who shared that some of 
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so they can participant, I’ve seen folks get actually pushed 
out.” Another informant noted her organization’s efforts to 
“dig deep to find people who were culturally diverse and 
who had different family structures” to participate in sys-
tems change.

Impact

All nineteen key informants agreed it is important to assess 
the impact of family engagement but struggled to identify 
criteria to use. A family advocate shared that she assessed 
the impact of family engagement by counting the number 
of policy changes that were driven by families. Other inter-
viewees noted that successful family engagement could 
be assessed by having the professionals who participated 
as part of the initiative identify what they did differently 
because they listened to and used the ideas shared by the 
family partners. Regardless of how impact is assessed, fam-
ily interviewees noted the importance of “closing the loop” 
with family partners—that the organization should let fami-
lies know how the information families shared was used to 
improve existing or create new policies and services.

Family Engagement Framework

We have developed a framework for supporting family 
engagement in systems-level initiatives. Our findings are 
summarized in Table 1: The Domains of the Family Engage-
ment Framework and includes a definition of each domain, 
along with key criteria.

The four domains of family engagement are:

1. Commitment means the organization routinely engages 
families in all systems-level initiatives that affect the 
policies and programs that govern services for chil-
dren, youth, and families. Key criteria that demonstrate 
an organization’s commitment to family engagement 
include having a written policy for family engage-
ment in all systems-level activities; having one or more 
staff that are champions of family engagement; having 
mechanism for reimbursing families for their time and 
expertise.

2. Transparency means the organization clearly docu-
ments and communicates how it identifies issues faced 
by the children and family they serve and provides the 
information and supports that families need to partner 
and contribute to systems-level activities. Key criteria 
that demonstrate an organization’s transparency include: 
providing family partners with a description of their 
roles and responsibilities; ensuring meeting and other 
materials are written in plain, jargon-free language; 
using internal or external data or other assessment to 

within an organization. All key informants noted the impor-
tance of having connections to family-led or community-
based organizations to help recruit families to participate 
in systems-level engagement activities, and to provide 
skill-building opportunities, mentoring, and other supports 
families might need to understand and feel confident in 
their partnership roles. A family advocate recognized the 
importance of providing families with the skills they need 
to participate in meaningful ways. She recommended, “A 
series of trainings before families engage in systems-level 
activities so they have an opportunity to understand how to 
participate and advocate for what’s important for families.” 
Another family leader shared, “I’m surprise at how families 
change throughout the training. They become clearer about 
their role in public policy making. And they get excited 
about what they can do.”

All interviewees agreed that there should be a shared 
understanding of the work the families and profession-
als would do together. A professional shared, “We wanted 
to level the playing field, and make lay people, especially 
advocates and consumers, more comfortable participat-
ing in what could be a very intimidating committee. So, 
we took the time at the outset to explain some very basic, 
objective information.” A payer noted the importance of 
“helping families understand the rhythm of meetings, the 
rules of order, and how families can access meeting minutes 
after a meeting is over.” She added, “We want families to 
be comfortable to participate. We explain things in advance 
and provide materials that are user-friendly, readable, not a 
lot of jargon. We want them to not only understand the lingo 
of what we do, but also be able to use it in a way that they 
understand it and can communicate it to somebody else.”

Representation

All the key informants identified the importance of engag-
ing families. One professional stated, “They [families] bring 
a certain perspective that might not otherwise be repre-
sented.” Two key informants expressed concerns that com-
mittees were stacked with family members who are selected 
because they are easy to work with, rather than with families 
selected based on being representative of the race, ethnic-
ity, geography, socioeconomic status, and gender served. 
A family advocate illustrated this problem, saying, “What 
I’ve seen happen is that they [health center staff] start off 
with regular patients [on an advisory board]. But then, they 
feel like they’re not getting what they want from the regular 
patients, so they start pushing those people out and replac-
ing them with people they know and asking those people 
they know to go to the health center for services so that they 
fulfill the requirements to have the board be 51% patients. 
So instead of giving support to a family member or patient 
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identify families’ needs and priorities for change; pro-
viding family partners and staff with opportunities to 
develop leadership skills through training and/or from 
mentors.

3. Representation means family partners reflect the diver-
sity of the families who are served by the organization 
or by the specific systems-level initiative. Key criteria 
that demonstrate an organization’s commitment to rep-
resentation include: collaborating with a family-led or 
community-based organization to help recruit, train, 
and support families to participate in systems-level 
activities; ensuring that family partners are representa-
tion of the demographic of the population served by the 
organization or specific initiative, which may include 
race, ethnicity, culture, language, geography, disability, 
age, gender, sexual identity, family structure, immigra-
tion status, socio-economic status, other.

4. Impact means the organization describes how they used 
families’ ideas to improve policies, programs, services, 
and supports. Key criteria for this domain include that 
family partners feel their input is valued and helps lead 
to change; families participate in decision-making; staff 
can identify family leaders’ contributions and what they 
are doing differently because they engaged families in 
their work.

Conclusion

We found excellent alignment between the criteria that sup-
port family engagement in systems in the literature and 
what we learned from the key informant interviews. We 
also learned that family and professional key informants 
recognized the importance of partnerships not only with 
individual families, but also with family-led and commu-
nity-based organizations. Family-led and community-based 
organizations are important collaborators. These organiza-
tions can help child- and family-serving organizations build 
their capacity to engage families by providing workshops 
and other leadership-building trainings for both families 
and professionals. Family-led and community-based orga-
nizations can help identify, recruit, and mentor families so 
they feel supported in their partnership roles. Many family-
led and community-based organizations track data about 
the issues and concerns families experience with systems 
of care. These data can help inform systems-level changes 
that improve systems of care for all children and families. 
Lastly, family-led and community-based organizations can 
help disseminate information to families so they are aware 
of organizations’ efforts to improve systems of care and 
opportunities to participate in systems change.

Table 1 Domains of family engagement framework
Domain Description Key Criteria
Commitment Commitment 

means that 
the organiza-
tion routinely 
engages families 
in all systems-
level initiatives 
that affect the 
policies and 
programs that 
govern services 
for children, 
youth, and 
families.

• The organization has a 
written family engagement 
policy.
• One or more staff are 
champions of family engage-
ment and set an example for 
staff about the importance of 
engaging families in systems 
change.
• The organization has a 
mechanism for reimburs-
ing families for their 
participation.

Transparency The organiza-
tion clearly 
documents and 
communicates 
how it identi-
fies issues faced 
by the children 
and family 
they serve and 
provides the 
information 
and supports 
families need 
to partner and 
contribute to 
systems-level 
activities.

• The organization provides 
a description of the roles and 
responsibilities for family 
partners.
• Materials are provided in 
plain, jargon-free language.
• The organization uses inter-
nal or external data or other 
assessment to identify family 
needs and priorities.
• Family partners and organi-
zation staff have opportuni-
ties to develop leadership 
skills through training or 
from mentors.

Representation Family partners 
reflect the 
diversity of 
the community 
served by the 
organization or 
by a specific 
systems-level 
initiative.

• The organization col-
laborates with a family-led or 
community-based organiza-
tion to help recruit, train, and 
support families to participate 
in systems-level activities.
• The organization ensures 
that family partners are repre-
sentation of the demographic 
of the population served by 
the organization or specific 
initiative.
• Consider: race, ethnicity, 
culture, language, geography, 
disability, age, gender, sexual 
identity, family structure, 
immigration status, socio-
economic status, other.

Impact This domain 
describes how 
the organization 
used families’ 
ideas to improve 
policies, pro-
grams, services, 
and supports.

• Family partners feel their 
input is valued and helps lead 
to change.
• Family leaders participate 
in what decisions are made.
• Agency staff are able to 
identify family leaders’ 
contributions that led to a 
different outcome or process 
than what otherwise might 
have occurred.
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Each article we included in the literature review that 
engaged families in systems-level initiatives noted one 
or two supports that helped families engage in the work. 
However, when these criteria are compiled and sorted into 
the four domains of family engagement, it was clear that to 
engage families in efforts to improve systems of care for all 
families it takes more than providing compensation or mate-
rials in plain language, the most commonly cited supports. 
To make family engagement authentic and meaningful, 
and to sustain family engagement over time, both families 
and professionals need a variety of supports. Families need 
information about their roles and responsibilities, materials 
to ground them in their work, training to feel confident in 
their decision-making roles, and mentors to help them learn 
how to share their lived experiences in ways that can help 
improve systems of care for all children and families. Pro-
fessionals also need and benefit from help in recruitment, 
training and ongoing support.

As noted, there are numerous tools for assessing family 
satisfaction with family-provider partnerships at the indi-
vidual level. Moreover, there are existing measures and 
quality indicators that systems of care can use to assess 
improved health outcomes, patient safety, decreased costs, 
improved care-coordination, and other changes. However, 
there is no tool for assessing how well a child- and family-
serving organization is doing in engaging families in efforts 
to improve policies, practices, services, and supports. Since 
family engagement is a critical component for bringing fam-
ily experience into policy, practice, and research, we encour-
age use of the Framework for Family Engagement to ensure 
authentic and meaningful family engagement in systems 
change. As a next step, we have created the Family Engage-
ment in Systems Assessment Tool (FESAT) that child- and 
family-serving organizations can use to plan, assess, and 
improve family engagement in systems-level activities over 
time.
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 ● Amal Alsamawi, Public Health Research Assistant, 
University of Michigan; sibling of sister with CP, DD.

 ● Christina Bethell,* Ph.D. PhD, MPH, MBA Director 
of the CAHMI Professor, Bloomberg School of Public 
Health Johns Hopkins University.

 ● Joni Bruce, Executive Director, Oklahoma Family Net-
work, F2F in OK; Family Leader.

 ● Paul Cleary,* PhD, Yale School of Public Health.
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