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Measurement and Data In Action Model

Identify Shared
Transformative Goals

For Child & Family Health “It’s not about being data-

driven. It’s about being driven
by the right data.”

~Jeff Andrade-Duncan

Health of
Children, Youth
and Families

Transformational
Partnerships
P Inspire and Inform
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health care

Improved self-
care and self-
awareness

make it easy
for family to
raise concerns

Make families feel
like a partner in
child’s care

treatment options




Early Notions of Family Engagement As Patient- and Family-Centered Care

Definitions for the Institute of Medicine’s “Envisioning the National Health Care Quality Report” (2001):
Version 2 (expanded): Health care that establishes a working partnership with patients and their families to ensure

decisions are made that respect and honor patients’ wants, needs, and preferences and to ensure that patients have the
education and support they need to act as a central resource in their own health and/or the health of their family.

Patient Centered Care Quality Measure Categories & Specific Measurement Concepts
(Bethell, 2000, “Patient-centered Care Measures for the National Health Care Quality Report™)

1: Patient Centered 2: Patient Centered

N : 3: Consumer 4: Patient Centered
Communication and Education and
Crrig Teamwork Empowerment Systems of Care
nvisioning - 1A: Communication ~ *2A: Shared Decision ~ * 3A: Consumer Activation o mam
the National Health with Health Care | Maklng | * 3B: Public DISCIOSure. of *4B: Patient Centered Customer
Care Quality Report Providers * 2B: Getting Needed : Performance Information - Service, Convenience, and
* 1B: Helpful and | Information P ngf;rt .
I Legq(C t
Respectful Support < 2C: Self Care o n
Staff ‘ Management and I — - +4D: Families as decision making
Support : USE ONLY partners in systems programs,
. _ | - policies and all initiatives to
2D: Self Care Efficacy Empowering Consumers to | SR families

Make Informed Choices
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http://www.ipfcc.org/services/consulting.html https://www.childwelfare.gov/fei/definition/

$ Consulting/Technical Assis X Stengths and yeakness

Family Engagement Inventory
% INSTITUTE FOR PATIENT- AND FAMILY-CENTERED CARE PRACTICE  PROGRAM

HOME ABOUT DEFINITIONS THEMES BENEFITS
STRATEGIES STRATEGIES STRATEGIES

plecorg/senvices/consuiting. htm

Transforming health care through partnerships

Definitions of Family Engagement

The definition domain includes stalements, phrases, andior quotations thal explain the meaning of of pravide a
description of tamdy engagen each discipline referenced in the inventory. This section highlights a family
engagement definition from research on the designated discipline.

Our Services Educational Programs Resources Profiles of Change PFCC Best

echnical Assistance

With IPFCC’s technical assistance and resources, LIHN has implemented Narrow by Discipline (3)
Patient and Family Advisory Councils at each member hospital. Through this
partnership, we identified numerous opportunities to expand the
practice of patient-and family-centered care in the clinical setting.
Child Welfare Juvenile Justice
S, HE

Jent | ong Island He twork Family engagement is a famiy-centered, strength-based approach o Withn juvenile justice, famdy engagement ocours when the justice
establshing and maintaining relationships with farmlies and system respects famdy members as partners and tacilitates thew
accomplishing change logether, Al the practics level, Ihis includes. angang parficipation in decision-making regarding the youth's
setting goals, developing case plans, making joint decisions, and rehabiitation

working with families to ensire their chikiren's safety, permanency

and well-being. It encompasses the inclusion of children and youlh Family engagement: any role or actvity that enables famdies to have
(when age appropriate), as well as adult family members, in case direct and meaningful input into and influence on systems, policies,
planning and case activities, and also involves supporting the oroarams. o oractices affecting services for chiiren and families.

IPFCC provides on-site consulting and technical assistance for advancing the practice of ¥ Our Staff and
patient- and family-centered care, from beginning steps to the most advanced stages. We tailor Facuity

services to best meet your organization’s priorities and needs, Services we offer include: g
» Our Expertise and

Organizational Assessment Site Visit. Conduct one-day or multiple-day site visits to assess Experience
policies, programs, facilities, and practices and provide debrief with recommendations for

* Sample Site Visit

change and improvement,

Behavioral Health A Education A
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http://www.ipfcc.org/services/consulting.html
http://www.childwelfare.gov/fei/definition/

https://www.cms.gov/Medicare/Quality-Initiatives-Patient-
Assessment-Instruments/QualityInitiativesGenlnfo/Person-
and-Family-Engagement.html

Home | About CMS | Newsroom | Archive | §3 Share € Help 3 Print

CMS.gov eemaemies | s

Centers for Medicare & Medicald Services

Medicare-Medicaid Private Innovation ions & Research, Statistics, Outreach &
Medicare | Medicald/CHIP Coordination Insurance  Center Data & Systems Education

Qualty Initiatives - General Information > Person and Famity Engagement

Person and Family Engagement
We're Putting Patients First

We need your help to bring patients and their families into the health care system to work on

the design, delivery, and evaluation of their care.Our Person and Family Engagement
Strateglc Plan guides our work to put patients first by asking them and their families to work with us on our policles and
programs.

What is the CMS Person & Family Engagement (PFE) strategy?

Our PEE siralegy explains:

« The goals of person and family engagement
+ How we'll work with our partners and stakeholders to meet our goals,

What is our PFE strategic plan about?

Our strategic plan gives specific, actionable goals and objectives for making mare people aware of and involved n
person and family engagement,

How did we develop our PFE strategy?
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American Academy
of Pediatrics N

DEMCATED 76 THE MEALTH OF ALL CHILDREN®

shopAAP  Aboutthe AAP  [RONISPIRY

Professional Resources  Professional Education  Advocacy & Policy

APorg ~ P *Practice > Engaging Patients and Families > FamilY Partnerships Network > Famiy Engagement
), FamilY
FamilY Partnersh ”hlp’
imi annerships
Network " Network
| progvm of b Ravveon by o Polbricy

Famity Engagement at
the AAP; History &

Pokcy Family Engagement at the AAP: History

Resources and

Educational and POhCy

Opportunities

Legislative Advocacy Informabon about the AAP FamilY Parinerstips Network, how 1o join, activities and the execulive commities
AAP Resources lor

Families History

About the FEN Family members haye been engaged, often informally, i AAP inttiatives over mary, many years

« Eary initiatives included participation with the Committee for Childran with Disabilities

« 1953: Family Voices Liaison named to Medical Home Intiatives for Chdren with Special Heaith Care
Neads Project Advisory Committee

« 2007; Parent Advisory Group (PAG) established under the AAP Saction on Home Care

https://www.aap.org/en-us/professional-
resources/practice-transformation/managing-

patients/FPN/Pages/Family-Engagement.aspx



http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
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http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
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ASSOCIATION OF MATERNAL & CHILD HEALTH PROGRAMS -

About AMCHP About Title V Policy & Advocacy Programs & Topics

amily Engagement & el pa ity D L SRR
eadership - HOME Family Engagement & Leadershlp

Family Engagement in Title V Programs

How states sustain and diversify engagement to improve quality

Families play a critical role in helping to improve maternal and child health services provided
through the federal Title V Maternal and Child Health Block Grant. AMCHP set out to measure
and describe how programs funded by Title V work to sustain and diversify family and
consumer engagement, which the block grant requires them to document.

In 2014 and 2015, AMCHP conducted a survey about family angagemant policies and
practices in Title V maternal and child health and children and youth with special health care
. neaeds programs, with funding from the Luclle Packard Foundation for Children's Health and
the U.S. Matarnal and Child Health Bureau, The findings provide a snapshot o( sirategies to
support meaningful family engag . effective and | ive p and areas of need for imp Wt and

Survey

The survey report — Sustaining and Diversifying Family Engagement in Title V MCH and CYSHCN Programs — is composed of a summary of
the results and a series of briefs that detail the results in specific areas,

Family Engagement Executive Summary
Creating a Culture of Family Engagement
Levels of Family Engagement

Roles of Family 3taff or Consultants

Family Members Employed as Staff

Sustaining and Diversifying Family Engagement
Evaluating Family Engagement

Case Studies

The case study reports provid of engaging ilies and engaging diverse
populations from a total of five states.

http://www.amchp.org/programsandtopics
/family-engagement/Pages/default.aspx
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http://www.amchp.org/programsandtopics

Various Definitions of Family Engagement

We define patient and family engagement
as patients, families, their representatives,
and health professionals working in active
partnership at various levels across the
health care system— direct care,
organizational design and governance, and
policy making—to improve health and
health care.

Family engagement is a family-centered, strengths-based approach
to establishing relationships with families and sustaining the “work”
to be accomplished together with them. On the practice level, this
includes setting goals, developing plans, making decisions, and
working with families to keep their children safe, provide them with a
permanent home, and attend to their well-being. On an organizational
or system level, it means including families as key stakeholders and

advisors in policy development, service design, and evaluation.
‘ McCarthy, 2012 (Child Welfare Practice Models guide)
Carman et al., 2013, Health Affairs

Family engagement is the process in which families and youth have a
primary decision-making role in the youth’s treatment. Families are involved Family engagement is an innovative
in making decisions regarding providers involved in the treatment team, and approach to the planning, delivery,
are encouraged to express preferences, needs, priorities, and disagreements. In and evaluation of health care that is
addition, families actively collaborate in treatment plan development and in grounded in mutually beneficial
identifying desired goals and outcomes. Families are provided with thorough partnerships among health care
information to guide their decision-making and make joint decisions with their providers, patients, and families.
treatment team. Families actively monitor treatment modifications and Johnson et al., 2012, Institute for
treatment outcomes. Patient- and Family-Centered Care
American Academy of Child & Adolescent Psychiatry, 2009
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Assessing the Effects of Physician-Patient Interactions on the A New Approach to Defining and Measuring Family Engagement in
Outcomes of Chronic Disease Review of Interventions to Improve Family Engagement and Early Childhood Education P rograms

Retention in Parent and Child Mental Health Programs
SHERRIE H. KAPLAN, PHD, MPH, SHELDON GREENFIELD, MD,
AND JOHN E. WARE, JR., PHD Erin M. Ingoldsby Terri J. Sabol

Prevention Research Ce for Family and Ch ld Health, Department ol Pediatrics, University of
Colorado Denver, M op#84 0, 13121 E, 17th Ave,, Room 5303, Aurora, CO 80045, USA Teresa Eckrich Sommer
M. Ingdsby: erin ingokisby@ucdenver. Northwestern University
Growing interest in the doctor-patient relationship focuses atte: ﬂonontln Amy Sanchez

spedﬁcelmn of that relationship that affect patients’ health oul Abstract i
Data are presented for four clinical trials conducted in varied practice “ﬂms' Engaging and retaining families in mental health prevention and intervention programs is critically University fCIg
among du'oninlly ill patien diffeﬂng mrked]y in modemmphl ¢ char- important to insure maximum pul bl' h Ith impact. \\ valuated randomized-controlled tnals A d l\l horn Bu b
aderlsdu.Thue trials dmonsm Cd lha Whuﬂh mured phyﬁiolog- testing methods to improve famlly gagement tand re on in child mental health programs ngho

Almost every state-lvel Ouality Rating and Improvement System ((RLS) in the country includes family engagement as an
indicator of early childhood education qualiy. Yet, most ORIS measure family engagement using a uniform, namow set of
parent involvement actvitesat the center. We propose an alternative approach that emphasizes a range of divectservices for
parents, including: (1) parenting classes, (2) family support services, (3) social capital activities, and (4) human capital
services. Inour proposed rating systems, tates would assess how well centers address the highest ranked needs of familie
and employ evidence-hased practices across one or more of the center-Selected direct parent service categories. e explore



Family Engagement: Multi-Dimensional, Dynamic, Relationally Dependent
Process Foundational to All Positive Health Outcomes

engage
families
Engagement

: Family
Expe rence Engagement as
an Outcome
(participate,
. . seek health Results of Famil
Relationship care, etc.) esults of tamily
Engagement (e.g.
Family Resilience;
Parenting Routines
Trust and Habits, Child
Flourishing and

School Engagement,

Requires sensitivity to family culture, structures, &, etc.)
resources, constraints, socio-cultural and RN
. v . Coordinated by CAHMI

developmental influences underlying the varied 1 MCH MRN

pathways to family engagement. Maternal & Child Health Measurement
Research Network



State-Led Evaluations of Family Engagement: The
Maternal, Infant, and Early Childhood Home Visiting
Program

Evaluation Brief
August 2017

The Maternal, Infant, and Early Childhood Home Visiting Program (MIECHV)*
supports voluntary, evidence-based home visiting services for at-risk
pregnant women and parents with young children up to kindergarten entry.
MIECHV builds upon decades of research showing that home visits by a
nurse, social worker, early childhood educator, or other trained professional

improve the lives of children and families by preventing child maltreatment,
supporting positive parenting, improving maternal and child health, and
promoting child development and school readiness.
L
D O H V E States, territories, and tribal entities receive funding through MIECHV and

have the flexibility to select home visiting models that best meet their needs.
“However, engagement is challenging. Up to
40 percent of families invited to enroll in home
visiting programs choose not to do so. 17
Research also indicates that families who do
enroll may receive less than 80 percent of
intended visits, and 25-50 percent may leave
the program before completing it.

Family Engagement as an Qutcome (vs. as an
outcomes of family engagement)

Family engagement in home visiting is the commitment
of caregivers and pregnant women to

(1) initially enroll in home visiting services,
(2) engage during home visits, and

(3) complete the intended number of home visits across
the intended length of program enrollment.

o
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Address All Interdependent Aspects of Family Engagement

Communication between families and providers to build trust

* Open and honest interactions
* Child- and family-centered care
* Building trust and relationships

Family involvement to share decision making and plans of care

* Participation in decision-making
* Joint treatment and goal planning
* Joint input on EMR/patient portal

Active collaboration with organizations and systems for results

* Youth and family advisory boards
* Partner in program design and care delivery
» Participation in policy/program evaluation

Engage to improve health and well-being

* Proactive health seeking and pursuit of well-being
* Capacity and will to heal, change and learn

* Health promoting behaviors

* Self-management of conditions




Famlly Engagement In the MCH Access and Quality Measures bySub-Cattzgc;rTyEGORY
Measure Compendium e

[PERCENTAGE]
(measures across 11 MCH programs/initiatives)

(%)

. . [CATEGORY
MCH Measure Compendium: Measures by Topic NAME] V [CATEGORY
[PERCENTAGE] NAME]
(293) [PERCENTAGE]

(44)

[CATEGORY

Health Condition, Status, and Behavior Measures by Sub-

NAME]
[PERCENTAG [CATEGORY Category [C%TE&S]RY
E] (435) PERC(]]E;\SAGE] [PERCENTAGE]
[CATEGORY ‘ )
NAME] [CATEGORY
[PERCENTAG | NAME]
E] 211) [PERCENTAGE]

[CATEGORY 3
NAME]
PERCENTAGE

(158)

Soc[ﬁﬁ%“ﬁants Measures %W%%ﬁory
[PERCENTAGE] [PERCENTAGE]

[CATEGORY

NAME)] (19) (63)
[PERCENTAG
E] (366) [CATEGORY [CATEGORY
—— . NAME] / NAME]
www.mch-measurement.org (CAHMI website) [PERCENTAGE] [PERCENTAGE]
.... (38) 3)
O
o . v oS0 [CATEGORY
ooy S NAME]
PERCENTAGE]

(25)

Coordinated by CAHMI CATEGORY
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(63)



http://www.mch-measurement.org/
http://www.mch-measurement.org/
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Family Engagement in the MCH Measure Compendium

Access to and quality of health care services

Level of Engagement

Measure Topics (#)

Well Visit Utilization

CAHPS surveys (6)
Young Adult Health Care Survey (1)

Transition to adult health care (5)
Shared decision making (1)

Anticipatory guidance (6)
Care coordination (2)
Family-centered care (1)

Developmental concerns addressed
by doctors (1)

Engagement in HC
Engagement in own health

Engagement in HC

Engagement in HC
Engagement in own health

Engagement in HC
Engagement in own health

Engagement in HC
Engagement in own health

Engagement to promote health
Engagement facilitator
Engagement with provider

Engagement facilitator
Engagement in HC

Example Measurement gaps

* Engagement with organizations and systems
* Goal setting and shared plans of care

* Building trust and relationships

* Joint EMR input

Potential outcomes of family engagement in health
care and health of child and family (etc.)

* Reductions in emergency care use

* Healthy and ready to learn

* Healthy family routines and habits
* Family resilience

& . Coordinated by CAHMI

‘MCH-MRN

Maternal & Child Health Measurement
Research Network




Family Engagement in the NSCH* & NS-CSHCN**
(2001 to 2011-12)

*NSCH: National Survey of Children’s Health LARGE VARIATION: Across
**NS-CSHCN: National Survey of Children with Special Health Care Needs states, settings and by child and
. family needs. Rates MUCH
Aspects of Family-Centered Care, 2001-2012 lower for CSHCN and when
80% English is not primary language
70%
60%
50%
40%
30%
20%
10%
0%
Doctors always listen carefully to parents Doctors always provided specific information needed Parents always feel like partners in child's care
Ry '0'%' ENS-CSHCN MNS-CSHCN WNS-CSHCN WNSCH ®NSCH ..3.&.".’.0'
Coordinated by CAHMI

A% CAHMI & Y MCH-VIRN

The Child & Adolescent Health Maternal & Child Health Measurement
Measurement Initiative Research Network



Family Engagement in the 2016-2017 combined NSCH

LARGE VARIATION: Across states, settings and by child and family needs.
Rates MUCH lower for CSHCN and when English is not primary language

Aspects of shared decision making among children age 0-17 years

Providers always discussed range of options to consider Providers always made it easy for parents to raise Providers always worked with parents to decide on best
for child's treatment concerns or disagree with recommendations health care and treatment choices

90%

80%

70%

60%

50%

40%

30%

20%

10%

0%

) ..’.0, ® All children ®WCSHCN ®  m0-99% FPL  ®100-199% FPL  ®200-399% FPL  ® 400%-+ FPL S
YISO .
° LRLA/ .. Coordinated by CAHM|
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\
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Family Engagement in the 2016-2017 combined NSCH

LARGE VARIATION: Across states, settings and by child/youth and family needs.

Aspects of transition to adult health care and related items, among youth age 12-17 years

90%
80%
70%
60%
50%
40%
30%
20%
10%
0%
Providers worked with youth to gain self- Providers worked with youth to understand Providers worked with youth to think about Providers worked with youth to make
management skills changes in health care and plan for future positive choices about their health
&
:‘? m All children ®CSHCN ® ®0-99% FPL ®100-199% FPL ®200-399% FPL  ®400%+ FPL g :’Q’.’
‘.‘.. .. ... .. Coordinated by CAHMI

&% CAHMI & ¥ MCH-MRN

The Child & Adolescent Health Maternal & Child Health Measurement
Measurement Initiative Research Network



Family Engagement in the MCH Measure Compendium

Health status, well-being, and health conditions across the life course MANY MEASUREMENT GAPS!

Measure Topics (#)
Sunscreen use (1)
Smoking cessation (2)

Substance use risk
perception (3)

Substance use
disapproval (6)

Seat belt use (4)

Vision/hearing protection
3)

Sufficient sleep (1)
Physical activity (7)
Infant safe sleep (3)
Contraceptive use (12)

Meaning/satisfaction in
life (2)

Level of Engagement

Engagement in own health
Engagement in own health

Engagement in own health

Engagement in own health

Engagement in own health

Engagement in own health

Engagement in own health
Engagement in own health
Engagement in own health
Engagement in own health

Aspect of positive health

A ¥ MCH-MRN

Healthy and ready to learn
School engagement
Positive parenting

Coordinated by CAHMI

Maternal & Child Health Measurement
Research Network



Family Engagement in the MCH Measure Compendium

Example Measurement gaps

Social determinants of health

Measure Topics (#)

Family, peer, and other
adult connections (4)

Early language & literacy
activities (2)

Sexual health discussion
with parents (8)

Level of Engagement

Engagement in own health
Aspect of positive health

Engagement in own health

Engagement in own health

Family engagement in policy
Safe, stable housing, food and
transportation

Neighborhood safety and
support

Family resilience

Relational health and parent-
child connection

Reductions in Adverse
Childhood Experiences
Actions to heal ACEs and
build resilience

Follow through to obtain social
support services related to
housing, food, transportation,
legal support, etc.

. Coordinated by CAHMI

MCH-MRN

Maternal & Child Health Measurement
Research Network



Family Engagement Measurement Gaps and Opportunities
(from the MCH-MRN)

Conceptual sooe Alignment

Slflin/ /

Translation Validity

Application

Representative -
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Family Engagement Technical Working Group

What are the short-term high priority actions and opportunities related to this topic?

Clarify definitions and meaning of family engagement and family centered care across different systems and
context.

. Develop and model effective use of measures, measurement tools, and information collected.

Use available data well (e.g., National Survey of Children’s Health), EHR/EMR, and other sources.

Enhance measurement of family health and family engagement in existing data collection platforms (e.g., NSCH,
Title V NOMs/NPMs).

Synthesize existing knowledge and create a “launch and learn” evaluation platform to learn

“what works for whom”. Consider Citizen Science models, not just ColINs.

Ensure family leadership in measure development and research on family engagement. »
0,':

1 CAHMI

The Child & Adolescent Health
Measurement Initiative
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Family Engagement Technical Working Group

What are the potential next steps?

. Leverage existing cross-sector commitment to Family Engagement to “go the distance”

Strategically review, analyze and “make actionable” existing data and research on family
engagement and its measurement in clinical care and system initiatives. Don’t reinvent the wheel.
Through Family Voices leadership, complete development of the family engagement systems tool
(FESAT) using best practice measurement development/testing frameworks.

. Disseminate completed FESAT tool and toolkit to state Title V MCH Programs, state Medicaid

agencies, hospitals, health systems, and families.

Embrace measurement as intervention —engaging families in measurement is a good in itself.
Example is Well Visit Planner tool to support early childhood development.

Develop a grant application for research support (e.g., R40 MCH research program).

Publish papers on family engagement measurement (FESAT) and methods to engage families
(WVP/emerging Family Foundation of Care Planner for CSHCN).

Share existing resources via Internet.

0"0

°° 100.::

GAHMI
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NOW IS THE TIME!

Family Engagement & Leadership

Family Engagement in Title V Programs

How states sustan and Gversify engagement 10 improve quality
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Survey

The survey report — Sustaming nd Dversfying Famy Engagement o Tite ¥ MCH and CYSHON Programs — is composed of 8 summary of
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Person and Family Engagement

Jeath Insurance Marketnlace We're Putting Patients First
Qualisy Joitiakees 1
We need your help to bring patients and thelr familes (o the health care syster to work on NGAGGVDN
Person and Famity Engagement
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What is the CMS Person & Family Engagement (PFE) strategy?

Our PEC atralegy exploing

» Tha goals of person and family engagement
» How wel work with our partners and stakeholders 10 meel our goals

What is our PFE strategic plan about?

Our strategic plan gives specific, actionable goals and objectves for making mare peopie aware of and nvolved n
person and lamiy engagement

How did we develop our PFE strategy?
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