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Objectives

1. ldentify the meaning and 3. Understand the importance
importance of family of measuring family
engagement. engagement.

2. Understand the domains of 4. Identify how the FESAT can
family engagement. be used assess and improve

3. Explain how a Patient and family engagementin
Family Advisory Council can systems-level initiatives.
help with family
engagement.
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What is Family Engagement FAMILYVOICES
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About Family Voices

Family Voices is a national organization and grassroots
network of families and friends of children and youth with
special health care needs and disabilities that promotes
partnership with families —including those of cultural,
linguistic and geographic diversity—to improve healthcare
services and policies for children.

Learn more at familyvoices.org.
FAMILY vOICES ;



About our F2F Network

« Family-to-Family Health Information Centers (F2Fs) are family-led centers funded by
the Health Resources and Services Administration (HRSA). There are F2Fs in all 50
states, the District of Columbia, five U.S. territories, and three nations.

- Each F2F is staffed by highly-skilled, knowledgeable family members who
have firsthand experience and understanding of the challenges faced by families of
CYSHCN. They provide critical support to families caring for CYSHCN.

« F2Fs also assist providers, state and federal agencies, legislators, and other
stakeholders to better understand and serve CYSHCN and their families.

« Find your local F2F at familyvoices.org.
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Early Childhood FAMILY \JOICES®

« The ECDHS: Evidence to Impact Center supports states and
communities to build equitable and family-centered early
childhood systems that improve the health and well-being of
young children and their families.

* The Center is led by ZERO TO THREE with several leading health
and early childhood organizations:

American Academy [fZeax"
of Pediatrics

%« HelpMe Grow

National Center

BT Center for the FAMILY VOICES m Center for Child and ° :
ﬁ::lsdli :{j&dal Policy v () Human Development .—HH :([:rlllsirétgtjeCizI:SS

Touching Lives, Making a Difference



What is Family Engagement?

Creating & Families have
innovating the supports

is done they need to
engage

Family engagement is an authentic
partnership 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.

. together
Voices

are heard,
respected
& validated

Assumptions
are
challenged

Decision
making is
shared

Image source: Parent Information FAMILY v()ICES®
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Why We Engage Families

- Care fragmentation occurs when  Evidence indicates that family
the delivery of health care is spread partnership at the individual level
across an excessively large number improves care coordination and
of poorly coordinated providers. health outcomes.
(s ol « Engagement is a powerful catalyst

« Families are deeply affected by for reducing system
issues such as care fragmentation fragmentation, removing barriers to
that results from: health care, and improving the

« Lack of communication quality of health care.

e Lack of education

e |neffective and outdated health care

sellidtes FAMILY vOICES®



Meaningful Partnership

* Meaningful partnership at the systems level integrates th
importance and value of basing policies, programs, and
services on the lived experiences of families who
navigate fragmented systems that create barriers in their

everyday lives.

« Families bring context to data and solutions, and early
childhood is a critical time to engage families.

FAMILY vOICES °



The Importance of Family
Engagement in Systems Change

» Families of children and youth with ~ Families’ lived
special health care needs (CYSHCN)  experiences make them
have unique perspectives about the  uniquely qualified to

complexities of systems of care. partner in shaping
» Systems-level issues, such as care systems-level policies
fragmentation, are often a direct that can improve
result of ineffective or outdated systems of care for all
health care policies and practices. children, especially
CYSHCN.

FAMILY vOICES °



Reason for Systems-Level
Engagement

Nothing about us
without us.

FAMILY vOICES °
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e It's critically important for families who receive early childhood services
to have a voice in informing the policies and practices that govern the
services they receive.

 This ensures policies, practices, services, supports, QI activities,
research agendas and protocols, and other systems-level initiatives are
family-centered and equitable.

« When child- and family-serving organizations engage families in
systems change, there are fewer unanticipated adverse consequences.

FAMILY vOICES °



What Makes PFE Culture? My \JoIcEs’
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What Makes PFE Culture? Cont'd FAMILYVOICE8®

Who are the members? ——;

What can they -
contribute? Where do Recruitment
we find them?

Is the timing of the
meeting a compromise?
How frequently?

Within existing meetings?
Separate meeting? Recurring?

Alignment

PFE Strategy: Engagement
plan for patients and
families to center care
around their needs.

Deciding why you are
engaging patients will
help build purpose
for everyone on the
team.

When are the meetings?
Can a parent co-lead or
coordinate? Is this an
advisory role? Have staff
been prepped?




Family Engagement Tool FAMILY \JOICES"

« Family Voices created the Family Engagement RUiAgéLEYZiEf;ILY
in Systems Tools that early childhood T
organizations can use to plan, assess, and Bl
improve family engagement.

« Learn more about assessing family mmmw

N

engagement at familyvoices.org/FESAT.

WWW.FAMILYVOICES.ORG/FESAT




Assessment Tools

Family
Engagement in
Systems
Assessment
Tools

FAMILY VOICES

Family Engogement in Systems Assessment Tool
(FESAT)

User's Guide

F-umﬂ'r Engugnmenf in Systems Assessment Tool
(FESAT)

FAMILY\'/OICES Family Engagement in Systems Assessment Tool Score Sheet

F‘-». L - 1 s
re -;,:_*'T "h. "\k ..-':t.b':' : i""f-h
P B T T 2

Family Engagement in Systems
(FES) Toolkit: A Compilation of Strategies
and Resources




Four Domains of the FESAT

« Commitment - Family engagement < Impact - The initiative identifies
is a core value what has changed and what the
organization is doing differently

« Transparency - Access is provided - :
P y P because families are involved.

to relevant knowledge and supports

- Representation - Engaged families
represent the diversity of the
community served (race/ethnicity,
culture, language, geography, etc.)

FAMILY vOICES °



Domains of Family Engagement: Commitment FAMILY vOICES®

HOW TO "COMMIT" TO MEANINGFUL
w FAMILY ENGAGEMENT IN SYSTEMS

Commitment a

engagement is normalized and Ovrgantzations must shway s A Fouvily srgagemant policy st
= 4 _ o orgoge fomilies they serve in a standard for angoging lomilies
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Domains of Family Engagement: Transparency

Q

Transparency

FAMILY vOICES®

Transparency assures access to
the knowledge that allows all
partners to fully participate in
the process, and maximize their
own effectiveness.

Does your organization provide
the supports and information
that both families and
professionals need to be
informed participants in
systems-level change?

P

THAHEF‘BEHGY IDENTIFY THE ISSUES
Crganizations rnusf?a%rly * Portner with ﬁ:ml!y—led or
document and communicate how community-based organizations o
thaey: learn what they are hearing from

= |dentify issues faced by the famiies,

children, youth, and families it = Raoach I"u:rrﬂi-udlml:ﬂ'y_

serves, * Co-create needs ossesaments,
+ Provide the information & survoys, conduct foeus groups,

supports families & staff need
to partner, porticipate, &
contribute fo their moximum
potental,

PROVIDE INFORMATION
& SUPPORT Visit the Assessing Family

» Develop clear rele descriptions fo help Engagement webpoge and
move families "beyend the checkbeou ” download the Family

+ Provide mentors to help families leam Engagement in Systems Toolkit,
haow to use thair live sxperences to a collection of strategies and
improve systems of care fer all children, resources to help improve family

» Share jargon-free materials befare @ engogement in systems-level
meatings to ensure sufficlent /) (nitiathves.

FAMILY \JOICES" www.familyvoices.org

cther feedbock mechanisms.
* Use data from a variety of
sOUrCes,




Domains of Family Engagement: Representation FAMILY vOICES®

i

Representation

REPFE‘EE‘ntﬂtiQﬂ is the process h\’r REPRESENTATION KNOW THE POPULATION
L4 : - Engoged families must Engage families who reflect the
which family Igad ers sta m;l in for represent the diversity of the Bnvarstiy of Hicus wvied by s
thE rest Elf thE'| rcom mUn|t"f ::l::'ﬂﬁa.ﬂ;ﬂ;]:ﬂm:'::;}:‘it arganization or the specific systems-
# - LI SANEAN it | L I'l | Li s
in systems-level activities such sigchlsaten e o bl i ki it
il il 1 Y i loarm about families served.
as needs assessment and f] i H ' ;|T « Conraabwithi faritad o
Strateg Ic Pla n ning_ community-bosed crganization te
OFFER TRAINING help recruit & support family
= i Provide skill-building PArineT,
D"U'ES }'Dur ﬂrganl:atl‘ﬂn Partrler opportunities for family partners LEARN MORE
. " . " rd ff. Thi ight include: o
with a family-led organization to et
. . *  Visit the Assessing Family
help identify, support, and g :';‘:;*’::ﬂ"l'z‘:::n':“;g’d .w B8 & oocinmct wabipoge i
] L] ] [} d W | d h Fum”
mentor family participation? family engagement. ;L:::m:nf e SO

= Implicit bics training so all
participants are aware of
the assumptions they may
make about others.

Teolkit, o collection of strategies
and resources to halp iImprove
family engagement in systems-
leval initiatives,

FAMILY WHIEEH' www.familyvoices.org



Domains of Family Engagement: Impact

Impact describes what the
organization is doing differently
because it has engaged families in
creating systems-level change.

What is your organization doing
differently because of engaging
families at the systems level?

FAMILY vOICES®

HOW TO DEMONSTRATE THE IMPACT OF
FAMILY ENGAGEMENT IN SYSTEMS

Orgonizations must report on
how and where fomilies’ input

ond ideas were used to

LISTEN

Ensure tarmilies teel wealcome and have
opportunities to provide input.
+ Families know what works well and

Improve -E'HI'STIFIQ, or create new whﬂr d'ﬂ".‘“‘llr wl::-r|-: ﬂbﬂu‘ 'I-:rﬁh}ll‘l"lﬂ-

palicies, pragrams, and

serdcaes to benafit all children,

youth, and families.

IDENTIFY CHANGES

Recognize what the
organization is doing

differently becouse families

were engoged in the

I tative.

Document families'
cantributions to the work,

of care. Listen to their lived
experience.

* Work together o identify areas for
improvemant,

+ Work together to 'n;i:rnﬁﬂr solutions.

LEARN MORE

Wisit the Assessing Family
Engagement webpage and
downlood the Family
Engagemant in Systems Toalkit,

Work together to create an a collection of strategies and
action plan to improve family resources to help improve family
aengagemeant in systems-leval engagemant in systerms-hoval

initiatives,

initiotives.

ramiLy \JoICES” www.familyvoices.org




Discussion

« What has worked for your
team with engaging families in
systems-level work?

- What has been a challenge
with engaging families in
systems-level work?

« How did you get buy-in with
your team around engaging
families?

* If you have an existing council,

what has your experience
been with engaging families?

FAMILY vOICES °



Using the FESAT

What should we do?

Your team uses the Checklist in the
Family Engagement in Systems (FES)
Toolkit to establish a process that
supports meaningful engagement of
families.

« ldentify supports already in place to
ensure meaningful family engagement.

» Explore strategies and resources for
additional ways to encourage and
support family engagement.

Full team (including families) will score the
FESAT to learn if families and staff have
the info and supports they need to
participate, partner, and contribute to
decision-making groups.

« Compare perspectives on how family
engagement is going.

« ldentify what is working well.
« Identify areas for improvement.

How are we doing?

2

Assess

Based on the first assessment, full teams will
explore the FES Toolkit.

« |dentify an area for improvement and
select a strategy from the FES Toolkit that
can help.

« Create an action plan for improvement.

« After a period of time determined by the
group, score the FESAT again. Compare
results to the baseline to see improvement
in one or more domains.

» Repeat over time to continue to improve
family engagement in systems change.



FAMILY VOICES ’

Can the FESAT tools be applied to
create an advisory council?




Advisory Councils

e Starting an advisory council (also sometimes called a Patient
and Family Advisory Council - PFAC) is often a first step
organizations take to engage families in systems-level
Initiatives.

 Advisory councils are a way many families enter advocacy
and engagement work.

« Families, even in early childhood, can offer insights about the
care and services they receive.

FAMILY vOICES °



Steps to Start an Advisory
Council 1-2

1: Determine your Composition 2: Determine your PFAC Structure
 Physicians, nurses, social « Meeting times
workers, parent leaders, « Meeting locations (virtual
community-based and/or in-person)
organizations, etc.  Transportation/parking
 Preliminary ideas about the  Food provided
purpose of the council e Budgetary and administrative
needs

Source: Institute for Patient and Family Centered Care FAMILY vOICES®


https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Steps to Start an Advisory
Council 3

3: Advisor Recruitment and Retention

« Number of council members  Role description

« Composition * Recruitment flyer
« Member terms « Email wording for CBOs
 Attendance expectations describing your needs

(define attendance) « Keep list of all potential family
« Determine selection criteria leaders

Source: Institute for Patient and Family Centered Care FAMILY vOICES®


https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Steps to Start an Advisory
Council 4

4: Orientation

« Overview of organization * Information needed to
« Overview of work thus far participate (technology,
* Role of council what to bring, parking,
« Name liaisons bathrooms, refreshments)
» Discuss confidentiality  Attendance
(forms)

Source: Institute for Patient and Family Centered Care FAMILY vOICES®


https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Steps to Start an Advisory
Council 5

5: Determine Staff Support Members 6: Goals and Ongoing Engagement

» Support from Family Voices  « Brainstorm improvement

* Training ideas as a team
* Individual and group  Track accomplishments
technical assistance  Celebrate successes

Source: Institute for Patient and Family Centered Care FAMILY vOICES®


https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Best Practices for Developing
Advisory Councils

PFAC structure and membership

* The PFAC has an executive sponsor and staff liaison.

* There is a defined relationship between the PFAC and the hospital/health system leadership and
board of directors.

* More than 50% of PFAC members are PFAs; PFAs are representative of the patient populations served.

Recruitment
* Recruitment is an ongoing program rather than a one-time event.

* Recruitment strategies are designed to ensure that the PFAs reflect the diversity of communities served.

* Clinicians and staff members help identify potential PFAs; other contacts and resources available through
the hospital are used (e.g.. support groups, relationships with community organizations).

Onboarding and orientation

* Onboarding and orientation are provided to all PFAC members, covering the key elements of the role
of a PFA and helping orient PFAs to hospital quality and safety work.

Source: Institute for Patient and Family Centered Care FAMILY VOICES®



https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Best Practices for Developing
Advisory Councils (cont'd)

PFAC operations

* The PFAC meets regularly. approximately 10 times per year.
* There is an agenda for each PFAC meeting, ideally developed by a PFA chair or co-chair, or by the PFAC.

» Language/translation services, childcare, parking/transportation. and even stipends are provided to
encourage participation, especially among disadvantaged populations.

Opportunities offered to PFAs

* The hospital offers a variety of ways to serve as PFAs. including virtual opportunities and full

membership on key committees, quality improvement and safety teams, and governing boards.

Feedback, evaluation, and reporting

* PFAs receive feedback about the impact of their work.

* There is an annual PFAC evaluation that measures the outcomes and impact of PFAC activities
and initiatives.

* An annual report is prepared to summarize PFAC accomplishments and future plans and shared
broadly with the health system and the community.

Source: Institute for Patient and Family Centered Care FAMILY VOICES®


https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf
https://www.ipfcc.org/resources/A_Patient_and_Family_Advisory_Council_Workplan_Getting_Started.pdf

Request The FESAT FAMILY \JOICES"

* To obtain the FESAT Tools,
visit familyvoices.org/fesat
and click Request the
FESAT.

« Once you complete the
form, you will be directed
to a page where you can
download the Users'
Guide, FESAT, Score Sheet,
and FES Toolkit.

« We will not share your
information. We request this
information to track usage of
the FESAT and potentially to
contact you to learn about
your experience with the
FESAT and offer technical
assistance.

* There is no charge for the
tools.



Questions and Discussion FAMILYVOICES®

THANK YOU!

Kasey L. Dudley-Toney
ECDHS Evidence to Impact Project Director
kdudley@familyvoices.org

LaToshia Rouse, CD/PCD(DONA)
Project Director, FESAT Coach
lIrouse@familyvoices.org



mailto:kdudley@familyvoices.org
mailto:lrouse@familyvoices.org

ECDHS: Evidence to Impact Center
Feedback Survey

Please take a moment to complete a To complete the survey, please
: : click on the link in the chat or

brief survey to support the Evidence scan the QR code below on a

to Impact Center in improving its mobile device:

training and technical assistance

offerings and assessing program E.-I-"'-"'i'ﬁ

I'l|:.:l|'l'I
outcomes over time. "'-|_;I_l--. "I:lll:|

The survey is anonymous, voluntary,
and should take no longer than 10
minutes to complete.

FAMILY vOICES °



ECDHS: Evidence to Impact Center
Presents "What Is Family Engagement?
And How Can the Family Engagement
in Systems Assessment Tool (FESAT)

Help?"

22 Includes a Live Web Event on 08/28/2023 at 4:30 PM (EDT)

mily Engagement? And How Can the Family Engagement an Assessment Tool (FE...

4:30 PM (EDT) | 90 minutes

n EE CEU Evaluation
Select the "Complete CEU Evaluation” button to begin

Verification Code

at the end of the CEU Evaluation

R Additional Survey
Select the "O button to begin

‘ ZERO ToTHREE ECDHS "What Is Family Engagement? (CEU Questions)
Early connections last a lifetime

1f you would like, please share more information al

CEUs
« To receive credit for today’s training, please

complete the following:

e Select “CEU Evaluation.”

« Enter the verification code provided at the
end of the CEU Evaluation. (Please note that
the verification code is case sensitive.)

« Complete the CEU Evaluation quiz.

* Once all items are completed the certificate
will become available for download.

* You have 30 days to return to the Event
page and complete all items to receive
credit.

https://elearn.zerotothree.org/products/ecdhs-
evidence-to-impact-center-presents-what-is-
family-engagement-and-how-can-the-family-
engagement-in-systems-assessment-tool-fesat-
help#tab-product tab _contents 6

FAMILY vOICES °


https://elearn.zerotothree.org/products/ecdhs-evidence-to-impact-center-presents-what-is-family-engagement-and-how-can-the-family-engagement-in-systems-assessment-tool-fesat-help#tab-product_tab_contents__6
https://elearn.zerotothree.org/products/ecdhs-evidence-to-impact-center-presents-what-is-family-engagement-and-how-can-the-family-engagement-in-systems-assessment-tool-fesat-help#tab-product_tab_contents__6
https://elearn.zerotothree.org/products/ecdhs-evidence-to-impact-center-presents-what-is-family-engagement-and-how-can-the-family-engagement-in-systems-assessment-tool-fesat-help#tab-product_tab_contents__6
https://elearn.zerotothree.org/products/ecdhs-evidence-to-impact-center-presents-what-is-family-engagement-and-how-can-the-family-engagement-in-systems-assessment-tool-fesat-help#tab-product_tab_contents__6
https://elearn.zerotothree.org/products/ecdhs-evidence-to-impact-center-presents-what-is-family-engagement-and-how-can-the-family-engagement-in-systems-assessment-tool-fesat-help#tab-product_tab_contents__6

	What is Family Engagement ​�in Early Childhood Systems?�How Can the Family Engagement in Systems Assessment Tool (FESAT) Help?​
	Objectives
	What is Family Engagement ​�in Early Childhood Systems?
	Funder Acknowledgement
	About Family Voices
	About our F2F Network
	Early Childhood Developmental Health Systems (ECDHS): Evidence to Impact Center 
	What is Family Engagement? 
	Why We Engage Families
	Meaningful Partnership
	The Importance of Family Engagement in Systems Change
	Reason for Systems-Level Engagement
	Takeaways
	What Makes PFE Culture?​
	What Makes PFE Culture? Cont’d
	Family Engagement Tool 
	Assessment Tools
	Four Domains of the FESAT
	Domains of Family Engagement: Commitment
	Domains of Family Engagement: Transparency
	Domains of Family Engagement: Representation
	Domains of Family Engagement: Impact
	Discussion
	Using the FESAT
	Can the FESAT tools be applied to create an advisory council? 
	Advisory Councils
	Steps to Start an Advisory Council 1-2
	Steps to Start an Advisory Council 3
	Steps to Start an Advisory Council 4
	Steps to Start an Advisory Council 5
	Best Practices for Developing Advisory Councils
	Best Practices for Developing Advisory Councils (cont’d)
	Request The FESAT
	Questions and Discussion
	ECDHS: Evidence to Impact Center Feedback Survey
	Continuing education units (CEUs)



