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Abstract

The COVID-19 pandemic has highlighted structural inequities that are barriers to thriving for children in neigh-
borhoods with concentrated disadvantage. Health systems are increasingly addressing health-related social
needs. The “Pittsburgh Study” is a longitudinal, community-partnered study focused on child and adolescent
thriving and racial equity. This initiative will elucidate critical influences on childhood health and thriving, eval-
uate developmentally appropriate interventions to improve outcomes from birth to high school, and establish a
child health data hub. Integration of community members into scientific inquiry, rapid data-to-action cycles, and
workforce development are strategies health systems may consider to enhance child health equity.
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Introduction

The COVID-19 pandemic has sharpened awareness of
structural inequities and systemic racism in our coun-
try. The murder of George Floyd and many others placed
a bright light on centuries of racial inequality and racism.
Health systems are increasingly seeking ways to address
health-related social needs and identify the role of health
care delivery in improving child health and health equity
more broadly. Sustained involvement of community

members in co-creating research questions, study de-
signs, data interpretation, and dissemination is vital to
conducting high-impact research.'™
Community-partnered approaches are well-recognized
strategies in health equity research, yet health systems re-
sponsible for child health have limited examples of how to
establish sustainable cross-sector collaborations and to
innovate and implement best practices and policies. This
commentary highlights an example from a children’s
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hospital in Pittsburgh, Pennsylvania, that is launching a
community-partnered effort to address child thriving
and racial equity.

Development of the Pittsburgh Study

Substantial inequities exist in health, income, employ-
ment, and educational outcomes among Pittsburgh
residents by race and gender.” Most alarmingly, 18 of
1000 Black pregnancies end in fetal death compared
with only 9 of every 1000 White pregnancies. Thirteen
of every 1000 Black Pittsburgh babies die before the age
of 1, while only 2 of every 1000 White babies assigned
female at birth and virtually no White baby assigned
male at birth die in that time frame. Black female infant
mortality in Pittsburgh is higher than 70% of similar
cities.

These and other health disparities underscore the
need to address systemic racism in the context of
child health and health care delivery. Simultaneously,
a focus on health inequities alone misses the critical
need to nurture individual and community resilience
and the opportunity to develop research on child thriv-
ing and flourishing.

Pittsburgh is ideally suited for this work. The city
and suburbs have a stable population, collaborative
academic institutions and health systems, a dynamic
information technology sector, and a track record of
community partnerships.

Three years ago, we began an ambitious endeavor
to elucidate biological, social, and community-level
influences on child health that we call “The Pitts-
burgh Study.” Patterned initially on the National
Children’s Study,® the Pittsburgh Study set out to follow
~15,000 children in Allegheny County, Pennsylvania,
where Pittsburgh resides, over the course of their child-
hood, collecting a range of environmental, health, and
educational data to define influences on child health.

We considered a traditional longitudinal cohort design
for the study. However, based on community feedback,
we quickly recognized that this approach was too passive
and too much time would be required without results.
Our community partners noted that a traditional obser-
vational study was more research “on” children and fam-
ilies, which has not yielded appreciable improvement in
their lives.

Instead, we began by asking what research “with”
communities should look like and queried what
“child thriving” means to community members. V.C.,
the first co-director of the Pittsburgh Study and a direc-
tor of a neighborhood-based family support center, led
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this inquiry. We conducted a series of community lis-
tening sessions about what is meant by “child thriving”
using a community-partnered approach called con-
cept mapping.” We used concept mapping to elicit a
broad range of definitions of child thriving from di-
verse perspectives.

We identified over 100 items related to child thriving
and grouped these into clusters: 2 focused on child-
level factors (Strong Minds and Bodies and Positive
Identity and Self-Worth), 2 focused on place-based fac-
tors (Healthy Environments and Vibrant Commun-
ities), and 3 focused on relationships and interactions
between children and their environments (Caring Fam-
ilies and Relationships, Safety, and Fun and Happiness).
Listening to community members as we reviewed con-
cept mapping data, we added an eighth cluster—Racial
Equity, Justice, and Inclusion. This framework for child
thriving, and the associated metrics for each domain, is
being used to assess effectiveness of child, family, and
community interventions.

Learning “with” Communities
Together with community partners at a study retreat
in November 2018, we developed shared principles to
guide our work together (Table 1), which is consistent
with existing frameworks of community-partnered
participatory research, including an intentional focus
on strengths, inclusivity, capacity-building, and sus-
tainability. What emerged was a vital tenet of the Pitts-
burgh Study that has guided our study decisions: we
strive for “research with people, not on people.” Com-
munity partners are integrated in all aspects of study
design, implementation, and dissemination.
Community members serve as co-leaders of each sci-
entific committee along with professional scientists,
and each committee must have over half of their mem-
bers from the community, that is, citizen scientists.
Study leads include those working in schools, churches,

Table 1. The Pittsburgh Study shared principles

1. Connect with communities with honesty, empathy, and transparency.

2. Prioritize community input and recognize that neighborhoods matter.

3. Continue to build trust and show that we care, are fair, and are

consistent.

4. Develop research with people not on people.

5. Maintain open, inclusive communication—share everything to a
fault, including date.

. Keep learning, listening, and expanding the table.

. Build collaborations, break down silos.

. Have patience for the long-term measurable, sustainable impact.

. Approach decisions with intentional action for impact.

. Leave your ego at the door.
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neighborhood centers, child-focused nonprofit agencies,
city and county government, and foundations. Innovative
aspects of the study include training for community
members serving in leadership roles to support their ca-
reer development, while guaranteeing a living wage for
all study staff.

Structure of the Pittsburgh Study

To design and test community-informed, developmen-
tally tailored interventions for children and families, the
Pittsburgh Study is simultaneously enrolling five devel-
opmental cohorts—pregnancy, early childhood, early
school age, middle childhood, and adolescence. Cohort
study designs include multitiered, experimental studies
of parent-child dyadic interventions and cluster ran-
domized trials of community-designed programs in
schools and neighborhoods, outlined in Table 2.

Each of the scientific committees also has established
key outcome measures of thriving at each developmental
stage (Fig. 1). In 5 years of this collective impact initiative,
as the study is designed to amplify intervention effects at
each developmental stage, we expect to see an increase
in youth’s future orientation (a predictor of young adult
health and well-being®) and reduction in the difference be-
tween White and non-White students’ graduation rates.

Five cross-cutting scientific committees focus on
topics relevant to child and adolescent health more
broadly: (1) Policy and Place (neighborhood-level in-
terventions); (2) Data Accessibility (making data
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more accessible, understandable, and useable); (3)
Healthy Environments, Strong Bodies (environmental
justice-focused activities); (4) Health Services Delivery
(improving receipt of trustworthy health services);
and (5) Ethics, Equity, and Community Accountability
(how well The Pittsburgh Study is doing with adher-
ence to shared principles).

To address some of the cross-cutting aspects of child
and adolescent health and thriving, study participants
are invited to complete longitudinal surveys that assess
neighborhood and environmental factors, health ser-
vice use, and other social influences on health to exam-
ine associations with child and youth thriving over
time. Early indicators of the value of community-driven
recruitment are an over 90% enrollment in the early
childhood interventions offered, and 98% of families
consenting to allow access to their child’s health, social
service, and educational records for study purposes.

A final aspect of the Pittsburgh Study is to gather all
publicly available data as well as data collected during
the course of the intervention studies into a child health
data hub that is accessible to advocates, community
members, educators, health professionals, and policy-
makers. The data hub allows the entire community inter-
ested in child health and thriving to generate hypotheses,
develop interventions, and track success. As data from
the Pittsburgh Study cohorts emerge, de-identified data
will be made available together with stories from com-
munity members to provide context for findings.

{©\

Pregnancy

Phitstargh
ittsbury
Study

FIG. 1.

Age-specific Positive Health
Interventions

If they are eligible, children can continue from one intervention to the next

Age-specific positive health interventions.

Early School Age
Grad
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TPS Theory of Change

Strategies

1. Partner with
communities to
identify strengths
and assets

2. Develop and tailor
evidence-based,
community-
informed
interventions

3. Develop child

health data hub

Influence Outcomes

Build family and
community
capadty

Support positive
relationships
across families,
schools, and
communities

Improve
connections and
access to
community

Family/Community Outcomes

Healthier

Environments

More Caring
Families and
Relationships

More Vibrant
Communities

Child Outcomes

Equity and Indusion
in child health and
academic settings

Stronger Minds and
Bodies

Increased child Safety
and Happiness

resources and data

;h' burgh
ittsburgl
Study

FIG. 2.

Pittsburgh Study theory of change.

One example of data collection to action is the Family
Strengths Survey co-developed with our community
partners. In the early months of the COVID-19 pan-
demic, this anonymous county-wide survey was con-
ducted weekly to provide a snapshot of how families
were coping with supporting their children and using
available services, with findings guiding adjustments in
health and social service delivery methods in the county.’

The overall theory of change is rooted in three inter-
locking strategies (Fig. 2): building community capacity
and workforce development (guided by reciprocity);
community-informed, culturally responsive interven-
tions that center on racial equity; and developing an
accessible and actionable child health data hub to im-
prove connections to community resources and rele-
vant data.

Although this work has been catalyzed by our local
children’s hospital, we recognize that building trust-
worthiness of medical research and health care must
start with community at the core.'®'? F.S.F,, the cur-
rent co-lead of the Pittsburgh Study, has led multiple
trainings in antiracism for The Pittsburgh Study scien-
tific committees, underscoring the critical need to nur-
ture authentic academic-community partnerships. As
this collective impact study progresses, we remain com-

mitted to sharing lessons learned and challenges with
implementation, as well as successes with our commu-
nity and beyond.

Conclusion

Health systems responsible for child health have lim-
ited guidance about how to establish sustainable
cross-sector collaborations and to innovate and imple-
ment best practices and policies that can support child
thriving and racial equity. The “Pittsburgh Study” of-
fers one example of centering community voices and
experiences to improve child and adolescent thriving
and racial equity. Integration of community members
into scientific inquiry as part of collaborative team sci-
ence, rapid data-to-action cycles, and workforce devel-
opment is a strategy that can be used by health systems
to foster child health equity.
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