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ABSTRACT

Background: Community-based organizations (CBOs) play an important role delivering disease prevention and

health promotion activities to address community health needs and improve the health of individuals living in their
communities. While CBOs play this important role, evaluation of the services they deliver is hampered by limited
infrastructure to systematically collect data from these organizations. To address this gap, we report on a case study

of the development of the Ohio Equity Institute (OEI) Data Portal. The OEl is a statewide initiative that supports 65 CBOs
across Ohio to deliver 3 evidence-based interventions (ie, CenteringPregnancy, Community Health Workers, and

Home Visiting) to address infant mortality in underserved populations.

Methods: Employing principles of community-engaged stakeholder research and user-centered design, we
conducted Plan-Do-Study-Act cycles, including semistructured interviews with 43 key informants, to improve the
development, implementation, and use of the OEI Data Portal.

Results: This process identified both technical and implementation challenges, and offered opportunities to
make improvements to the data collection system itself as well as to the integration of this system with CBO workflows.
These improvements yielded significant gains in terms of the quantity and quality of data submission, ultimately
contributing to ongoing outcome evaluation efforts.

Conclusion: Our findings provide important insight into the challenges experienced by CBOs when participating
in a statewide CBO data evaluation infrastructure development and implementation. As Ohio and other states push to
expand collaborations between CBOs and health care organizations, leaders should leverage existing data collection to
facilitate a more comprehensive and effective process.
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INTRODUCTION

Community-based organizations (CBOs) play an important role
delivering disease prevention and health promotion activities to
address community health needs.!3 Community-based organiza-
tions, which are defined as public or nonprofit organizations that
represent their communities and provide health and educational
services,3 facilitate state and national population health initia-
tives.#6 Moreover, as of 2017, several state Medicaid programs
incentivize health care systems to work with CBOs to address so-
cial determinants of health.” The relationship between CBOs and
health care providers is further encouraged by funding programs,
such as the Robert Wood Johnson Foundation’s Culture of Health.8

To participate in these efforts and support partnerships with
health care organizations, it is important for CBOs to build evalua-
tion capabilities both to guide their own efforts as well as to
demonstrate to funders and other stakeholders that they are effec-
tively implementing evidence-based interventions.® Research sug-
gests that building evaluation capacity, or the ability to perform
evaluations, requires CBOs and their staff to buy into the im-
portance of evaluation, commit sufficient resources to collect data,
and collaborate with external researchers to develop sustainable
evaluation methods.10-13

Previous efforts to strengthen internal evaluation capacity have
centered on providing CBOs with onsite technical assistance, de-
veloping evaluation skills through training programs, and offering
interactive web-based systems to guide evaluation design.!4-16
These efforts emphasize building capacity at the organization level
so that CBO managers and staff can take the necessary steps to
evaluate the implementation efficacy of interventions,16.17 which
has been shown to positively affect implementation success.

Although previous research has highlighted the process of building
internal evaluation capacity in CBOs, evidence is limited for build-
ing evaluation capacity across CBOs. This gap is particularly
important because it is not uncommon for multiple CBOs to pro-
grammatically deliver similar components of evidence-based
interventions as part of state or regional initiatives.1819 Within the
similar interventions, CBOs may seek opportunities to coordinate
their efforts to identify overlap of program activities, collect data,
and conduct process and outcome evaluations.!317 More broadly,
cross-CBO evaluation efforts can provide evidence of the effective-
ness of state-level strategic efforts to use CBOs to support popula-
tion and public health.

The economic investments being made by private and public fun-
ders warrant a deeper understanding of how CBOs participating in
the same intervention can develop the capacity to evaluate inter-
vention implementation efficacy and programmatic outcomes. To
better understand the process of building evaluation capacity
across multiple CBOs, we use a case study research design to ex-
plore and describe the challenges experienced by stakeholders
participating in the Ohio Equity Institute’s (OEI) building of a
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statewide CBO evaluation infrastructure. In subsequent sections,
we describe the OEI initiative and the process of building the eval-
uation infrastructure. The lessons learned from the experience of
building the OEI data infrastructure will be helpful for other ef-
forts in Ohio, as well as in those for other states aiming to build
robust data collection systems to support CBOs delivering evi-
dence-based interventions.

Background: The Ohio Equity Institute Initiative

In 2017, Ohio ranked 42nd in the nation for infant mortality, with
an infant mortality rate of 7.3 infant deaths per 1000 birthsz20
Moreover, the infant mortality rate in Ohio is almost 3 times as
high among Black infants (ie, 14.3 per 1000 births for Black infants
compared to 5.1 per 1000 births for White infants in 2019).21 Ohio
Equity Institute was created to help address these racial dispari-
ties in birth outcomes.22

Ohio Equity Institute is a collaboration between state agencies,
including the Ohio Department of Health (ODH), the Ohio Depart-
ment of Medicaid (ODM), and the Ohio Department of Higher Edu-
cation (ODHE), working with local CBOs in the 9 Ohio counties
with the largest disparities in infant mortality rates between Black
and White infants. In 2018, OEI began to provide funding to 65
CBOs to deliver 3 evidence-based interventions focused on reduc-
ing the disparity in infant mortality: CenteringPregnancy group
prenatal classes; Home Visiting; or Community Health Workers
(CHWs).23-32 The OEI also funded some additional evidence-based
interventions including fatherhood programs, community events,
a doula program, and a program connecting women to care that
did not use CHWs. Services began being provided in August 2018,
and by May 31, 2019, CBOs had reached 10 074 program partici-
pants. Taken together, these interventions were focused on im-
proving the health of pregnant women, infants, and their families
within the Ohio counties disproportionately impacted by the dis-
parity in infant mortality.

As a component of OEI, ODM and ODHE cosponsored an evaluation
grounded in the collection of participant-level data with the goal of
determining the extent to which the selected interventions serve
high-risk Medicaid enrolled pregnant women and assessing the
effect of these interventions on health care utilization and birth
outcomes. This evaluation was proposed in order to build the evi-
dence for the specific impact of the 3 OEI interventions in Ohio,
and to allow for the transition from a county-based approach to a
participant-based approach to measuring impact.

METHODS

Building the OEI Data Portal

To support the OEI evaluation, a team of researchers and technical
experts developed and deployed the OEI Data Portal, a data collec-
tion system that could be used across all CBOs and was coordinat-
ed by a central evaluation team. The OEI Data Portal was built on
the Qualtrics web-based software platform33 that was extended
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through the development of a custom code base to expand the
usability of the system in relation to the tracking and management
of participant data by CBOs. The development of the OEI Data Por-
tal proceeded using a 5-step approach: (1) development of a list of
appropriate metrics to be collected by the OEI Data Portal based
on a literature review and consultation with the OEI stakeholders
(ie, ODM, ODH, ODHE); (2) hold initial interviews with CBOs to
understand their existing data collection process and technical
capacity; (3) draft specifications of the OEI Data Portal based on
initial interviews with CBOs; (4) build the OEI Data Portal based
on the draft specifications; and (5) provide training sessions to the
CBOs on use of the OEI Data Portal.

The initial interviews with the CBOs (ie, Step 2) revealed a range of
technological capabilities and resources that the CBOs use to col-
lect data. For instance, some CBOs were collecting data using pa-
per forms, some were using electronic spreadsheets, and others
were using more advanced online data entry systems (ie, electron-
ic health records) with data reporting capabilities. Given this
variability, the development of the OEI Data Portal involved con-
sidering 3 collection modes as a way to provide each CBO the abil-
ity to select the data submission format most appropriate for their
existing workflow: (1) an online data submission portal that facili-
tated electronic data submission directly from the CBOs to the OEI
Data Portal; (2) paper forms along with mail, fax, scanning, and
email options for use by the CBOs; and (3) data submission using
common spreadsheet programs (ie, Microsoft Excel).

Five data collection forms were designed to collect data about
program participants at 4 time points: Enrollment, Encounter,
Group encounter (ie, for CenteringPregnancy programs), Birth,
and Exit (see Appendix). The Enrollment form is intended to be
administered at the first contact between the CBO and the pro-
gram participant and collects contact information, social security
and Medicaid identification number (ID), demographics, gestation
at enrollment, prenatal care, housing, transportation, enrollment
in social/government programs, and risk factors (ie, low food ac-
cess, depression, stress, social support, smoking, alcohol use, and
drug use). The Encounter forms are designed to be used at all sub-
sequent interactions between the CBO and the participant (or
group) and collect the date of the encounter, updates on contact
information, and any referrals to additional services. The Birth
form is fielded following delivery and reports the infant’s name,
gender, race, feeding method, and safe sleep practices. The Exit
form is completed at the final interaction between the CBO and the
program participant, and collects infant well-child care, immuniza-
tions, postpartum visits, emergency department visits, father
involvement, child care, and updates on housing, employment
status, and program enrollment. The OEI Data Portal went live in
October 2018 and was designed for CBOs to report data monthly
for program participants. As of March 2021, the OEI Data Portal
has data on over 120 000 participant contacts with the CBOs.
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Plan-Do-Study-Act Cycles

Following the roll out of the OEI Data Portal, the OEI evaluation
team engaged in a series of 3 Plan-Do-Study-Act (PDSA) cycles in
October 2018 (PDSA Cycle 1), April 2019 (PDSA Cycle 2), and June
2019 (PDSA Cycle 3).3¢ The goal of the PDSA cycles was to identify
opportunities to continuously improve the efficiency and quality of
data collection and reporting. This process embraces aspects of
user-centered design in a codevelopment model where real-time
feedback is solicited from end users and communicated to devel-
opers of a system.35 Below we detail the steps of this evaluation
process and then present the key findings.

Data Collection

All CBOs funded as part of OEI were included in our study sample.
After the roll out of the OEI Data Portal, each CBO was invited to a
series of 3 key informant semistructured one-on-one and group
interviews across the 3-cycle PDSA process to provide information
on system optimization. Under the conditions of their funding ar-
rangements, each CBO supplied an administrative contact to the
OEI evaluation team. We worked with this administrative contact
to identify key informants. Key informants included project man-
agers, program directors, and data administrators.

The goal of PDSA Cycle 1 was to conduct interviews with programs
near the beginning of the data collection effort with particular
attention to both how they were collecting data and how they
were submitting data. This approach served as a quality check for
the initial implementation of the system and strengthened engage-
ment between the evaluation team and CBOs. The goal of PDSA
Cycles 2 and 3 was to conduct phone interviews with CBO project
and data managers to understand the remaining technical issues
and identify best practices related to data collection and submis-
sion and to interview individuals from programs that were not yet
collecting and reporting data at the time PDSA Cycle 1 took place.
In PDSA Cycle 3, programs could opt out of participating if they
had completed past PDSA calls and did not have any additional
input.

All interviews used a semistructured approach that consisted of a
series of open-ended questions. Questions were asked about how
the organization collects data (eg, “How do you currently collect
data about participants in your program?’; “ODM will require
agencies receiving funding to collect and report evaluation data
about participants to our evaluation team. What would your pre-
ferred mode be for sending participant data?”), challenges with
data collection (eg, “What are the biggest barriers you face in data
collection?”), recommendations to improve the data collection
process (eg, “What areas/outcomes do you wish you knew more
about or could measure?”), and expectations about program evalu-
ation (eg, “What are you currently doing to evaluate the impact of
your program?; What areas/outcomes do you wish you knew
more about or could measure?”). Interviews lasted 15 to 45
minutes. This study was approved by The Ohio State University
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institutional review board, and informed consent was obtained for
all individuals included in the study.

Data Analysis

All interviews were recorded but not transcribed, and detailed
notes were taken of each interviewee’s responses using a
memoing approach.3¢ The research team then met weekly to share
notes and discuss common themes that emerged in the interviews
throughout each PDSA cycle. After development of an initial code-
book, the matrix method was applied to categorize the memos and
validate our thematic analysis:37-39 the interviewers independently
organized notes for each theme for each interviewee allowing for
data condensation and synthesis across cases. This process is com-
monly used for rapid-cycle identification of actionable insight,
rather than exploration of theoretically deep concepts.4941 This
approach was appropriate in this instance to identify common
challenges that could be communicated to the developers of the
OEI Data Portal to improve the quality of data collection and re-
porting in a timely manner. Thus, our findings below report on the
common or recurring themes from the interviews that were iden-
tified in each PDSA cycle, including how the developers resolved
each issue.

RESULTS

A summary of the number of interviews conducted during each
PDSA cycle and the number of CBOs represented is provided in
Table 1. Some interviewees represented data coordination and
submission for multiple CBOs. Of the 65 CBOs, those that did not
participate in interviews fell into 3 categories: CBOs using a sepa-
rate system, the Ohio Comprehensive Home Visiting Integrated
Data System (OCHIDS), not the OEI Data Portal, for reporting
(n=12); CBOs with business associate agreement/contractual is-
sues preventing data submission (n=13); and CBOs not collecting
or submitting data (n=3).

Challenges in Data Collection

Across PDSA cycles, we identified common challenges across the
CBOs using the OEI Data Portal and documented the response by
the OEI evaluation team to address each specific issue. Challenges
were broadly categorized into technical issues (Table 2) and im-
plementation issues (Table 3). We distinguished between these 2
types of issues: those that required changes to the OEI Data Portal
itself; and those that required changes to the data submission pro-
cess, the data collection forms, or the reporting requirements.

Technical Challenges

The technical challenges often pertained to issues related to the
usability of the OEI Data Portal system’s data entry component.
For instance, CBOs noted that they lacked the ability to update
patient contact information, or that they were unable to track their
own data entry. These types of issues were addressed by the OEI
evaluation team by adding functionality to the OEI Data Portal, as
well as making metadata (ie, the date forms were submitted) more
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accessible to users. Other issues related to the individual's experi-
ence of using the OEI Data Portal, such as the speed at which the
system operates. These types of issues were resolved by providing
the CBOs with additional instruction on use of the OEI Data Portal,
such as the internet setting specifications (i.e., preferred browser)
that optimize the use of the system.

Implementation Challenges

Implementation challenges were more prevalent in PDSA Cycle 1
than in PDSA Cycles 2 and 3. Broadly, implementation issues per-
tained to submitting data in formats different from those specified
in the OEI data collection forms, not understanding how to answer
certain questions, and CBOs not collecting specific variables. Most
issues were resolved by changes to the OEI data collection forms
or by clarifying reporting needs.

However, a subset of implementation issues was not related to the
data portal itself but stemmed from the workflow of the CBOs. For
instance, CBOs noted that health literacy issues may be limiting
participant responses to questions. Some CBOs described being
able to walk through forms with program participants, but not all
CBOs had the resources to provide this targeted attention.

Another major issue pertained to the sensitivity of questions. For
example, 1 question on the Enrollment form requested the demo-
graphic information for the biological father and some participants
chose not to provide this information. Similarly, some questions,
such as drug use, were viewed as potentially too sensitive. This
issue was particularly relevant for the CenteringPregnancy pro-
grams where participants might be filling out forms in the pres-
ence of individuals seen as authority figures (ie, group facilitators
and a doctor) as well as other group members. One approach to
addressing these issues was to ask for this information at the sec-
ond or third encounter with a client, as this would allow an oppor-
tunity to develop trust and comfort with the CBO staff.

Participants were similarly concerned about the privacy of the
identifiable information that they report (i.e., Medicaid IDs, social
security numbers, birthdates, addresses). This issue was particu-
larly prominent for CBOs that served predominantly immigrant
populations who may have concerns related to citizenship. The
CBOs perceived that these participants had a general distrust for
the government and may not necessarily distinguish between
ODM and other federal agencies. To address this issue, one CBO
requested that a disclaimer be added to the data collection form
stating that the information would only be used for quality im-
provement purposes.

Quality of OEI Data Portal

By PDSA Cycle 3, most interviewees remarked on their satisfaction
with the usability and experience of the OEI Data Portal. We con-
ducted data quality checks throughout the PDSA process to identi-
fy the percent of missing or erroneous data from each CBO and to
track the number of CBOs reporting data. Initially, 52% of data
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- Categories Summary of Plan-Do-Study-Act (PDSA) Interviews and Representation of Community-Based Organizations (CBOs)

PDSA Cycle Number of interviews Number of CBOs represented
PDSA Cycle 1 12 20
PDSA Cycle 2 18 38
PDSA Cycle 3 13 31

- Technical Challenges and Solutions with Developing the OEI Data Portal

Challenge

PDSA Cycle 1 Challenges

Inability to change participant
contact information

Inability to upload multiple
data forms

Lag time in the data portal

Inconsistent question order in
different submission formats

Usability of encounter data
collection form

PDSA Cycle 2 Challenges
Unable to track data entry

Deletion of historical records
from view

PDSA Cycle 3 Challenges

Unable to correct data entry
errors

Confusing visual display

No process for exiting some
patients

Missing answer choices for
gender

Data entry limitations

Description

CBOs were unable to make changes to contact
information for participants once they were
added to the portal.

The ability to place multiple data forms in the
submission field, instead of placing them 1 at a
time, was requested.

Forms that were added or completed would
not update immediately in the OEl Data
Portal.

The Excel spreadsheet questions did not
follow the same orderas the surveys on
Qualtrics.

The Encounter form was perceived as too
intimidating and was not optimized for use by
participants themselves.

CBOs could not see when they last entered data.

The OEI Data Portal deletes a participant’'s name
when they exit the program. The CBOs did not like
the inability to access forms for people who have
exited, foreseeing a potential need to update
information for participants.

Cannot unselect answer response if wrong choice is
chosen

Text boxes do not align with data entry boxes.

No way to complete exit form for patients that do
not have postpartum visit

No nonbinary options (eg, trans) on forms, nor a
‘Not Applicable’ option for male participants

Limit on amount of group encounters that can be
submitted requires using multiple sheets

Resolution

A link was added to each participant’s name that
allows updates to contact information.

Three fields that can each accept 1 file were added, as
Qualtrics does not allow fields that accept multiple
simultaneous uploads.

CBOs were provided instructions about the ideal internet
settings to use Qualtrics effectively. The programs notified
us that speedimproved.

The Excel spreadsheet was modified so questions were in a
consistent order with the Qualtrics survey.

A new Encounter form template was created with the
same questions but a new format, designed to look like
a sign-in sheet, and with questions worded to request
information directly from the participant rather than
from CBO staff.

The date a form was submitted to the OEl Data Portal was
added in place of the word “"Complete” for the Enroliment,
Birth, and Encounter forms.

Participants that have exited the program now appear in a
separate table, and their data can be edited.

Surveys were altered to allow response changes
throughout.

Visual alterations were completed to better align data entry
boxes on forms.

Enter known data and we can match outcome data using
other data sources

When gender is unknown, the question can be skipped.
CBO staff encouraged to ask the question to the participant
and write down the gender the participant calls themselves.

More data entry lines for participants were added to Group
encounter form in portal.

Notes: OEl = Ohio Equity Institute; PDSA = Plan-Do-Study-Act; CBO = community-based organization; CHW = community health worker.
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Challenge

PDSA Cycle 1 Challenges

Non-applicable
questions

Missing data

Structural issues

Incomplete legacy data
collection systems

PDSA Cycle 2 Challenges

Data collection
inconsistent with
workflow

Health literacy

PDSA Cycle 3 Challenges

Reluctance to provide
answer to sensitive
question

Concerns about use of
the data

Misalignment of data
collection mode with
workflow

Description

Concerns were raised about the fact that certain questions, such
as home safety issues, do not always apply, so the question is left
incomplete.

In some cases, participants were not enrolled in Medicaid and
therefore did not have a Medicaid identification number.

A few programs — specifically, those that have CHWs completing
care coordination and service connection tasks — provide services
to people who are not either pregnant or recent parents.

Many CBOs use the Care Coordination System (CCS)? to collect
data, export this data to a spreadsheet, and submit it.

Some programs, especially CHW programs, only see clients once
and do not collect detailed demographic data, as their encounters
are designed to quickly connect people to community resources.

Participant health literacy may limit ability to understand and
answer questions on intake forms.

Participant hesitant to answer questions due to concerns about
loss of benefits and services.

The CBOs expressed concern that some population subgroups
may be concerned that the data will be reported to the federal
government and therefore may be unwilling to give information.

CHWSs and home visitors that are in the community cannot
submit data during patient interactions given current
technological approaches to data submission.

Resolution

Added “none of the above apply” response
option.

Instruction was included to leave the
Medicaid identification field blank, rather
than entering insurance identifiers for other
insurance types.

A question was added to an updated
Encounter form assessing whether the
participant was pregnant or was a parent of
an infant.

The CBOs were asked to export all CCS
variables instead of only a subset so the
maximum amount of data can be used for
the OEI evaluation.

A modified Encounter form with more
data fields was provided to collect limited
demographic information (eg, race,
employment, and marital status) better
suited to brief interactions.

The CBOs were asked to assist participants
in answering questions on forms and ex-
plain questions that may not be understood.

The CBOs were asked to collect this
information on second or third visit to allow
for greater trust, comfort and familiarity
with CBO.

Added disclaimer to data collection
forms that the data is only for quality
improvement purposes and will not be
reported to the federal government.

The OEl evaluation team has begun
developing a mobile application to submit
data.

Notes:*The Care Coordination System (CCS) is a legacy data collection system used for reporting data from CHW programs to Ohio Department of Medicaid.
OEI = Ohio Equity Institute; PDSA = Plan-Do-Study-Act; CBO = community-based organization; CHW = community health worker.

fields were complete and 33 CBOs reported data, but by the end of
PDSA Cycle 3 this metric had improved to 55% of data fields com-
plete for 58 CBOs. Thus, while the percent of complete data in-
creased only slightly, the number of CBOs capable of reporting
data increased substantially.

DISCUSSION

Community-based organizations are increasingly important pro-
viders of health education and can expand the capacity of health
care organizations and government agencies to address social
determinants of health. These agencies provide a wealth of ser-
vices to communities, yet, given their funding structures, they
frequently lack the resources to develop robust data collection
and evaluation infrastructures. To this end, we developed the OEI

ojph.org

Data Portal to evaluate 3 evidence-based interventions aimed at
reducing disparities in infant mortality across the state of Ohio.
Our PDSA process was able to identify, document, and redress
several technical and implementation challenges in order to sup-
port data reporting. This case study provides insight for other
efforts that seek to capture data across CBOs providing similar
interventions for evaluation purposes.

Importance of Building Relationships

Our PDSA cycles highlight the need for ongoing relationships with
CBOs in order to understand both their technical capacities and
workflows in order to ensure high-quality data collection. For
instance, many of the initial technical challenges that were identi-
fied related to a lack of familiarity of the OEI evaluation team with
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the specific needs and experiences of the CBOs, and they were
resolved through engagement between the CBOs and the evalua-
tion team. Similarly, the implementation challenges often resulted
from a mismatch between the data collection forms and data entry
process with the actual workflows of the CBOs. The ongoing com-
munication and relationship between the OEI evaluation team and
the CBOs facilitated by the PDSA process helped to identify and
resolve these issues.

Engaging with the CBOs further required responding to their data
submission preferences. A strength of the OEI Data Portal is its
flexibility in this regard, as we offered a number of technologies to
collect data: direct data entry, paper forms and fax, and data up-
loads of extracted files from other systems. While the preference
for the majority of CBOs was direct data entry via the OEI Data
Portal, CBOs affiliated with health care organizations preferred to
deliver data via the upload of a data file.

These engagement efforts resolved immediate challenges CBOs
reported with providing data to a common system, but also result-
ed in more complete and accurate data collection. The experience
of having their data collection and entry needs met, and seeing
more complete and accurate data through the development of the
data collection system, can increase CBOs’ trust in the evaluation
team and process, which is critical in successful community-based
efforts.4243

Augmenting CBO-Provided Data

While CBO-provided data allowed us to understand participation
in the 3 evidence-based interventions examined, both ODM and
the CBOs seek to evaluate the impact of participation in the OEI
interventions on infant mortality and low birth weight. This analy-
sis requires matching information about patient use of the OEI
interventions from the OEI Data Portal to information about birth
outcomes and deaths from the state vital statistics records. Adding
complexity to this issue is that some CBOs, such as the home visit-
ing programs, submit data to OCHIDS, a separate and distinct sys-
tem from the OEI Data Portal created by ODH to collect data from
selected home visiting programs. The need to match data from the
OEI Data Portal with other sources underscores the necessity of
building a reliable data collection system. As programs such as
Partnership for Healthy Outcomes” and the Robert Wood Johnson
Foundation’s Culture of Health® expand collaborations between
CBOs and health care organizations, leveraging existing data col-
lection and stakeholder-informed data collection such as our OEI
Data Portal can facilitate a more comprehensive evaluation pro-

cess.

Moving forward, state sponsors of CBOs may consider efforts to
integrate data collection systems across multiple projects. Many
existing state-based efforts to coordinate the exchange of health
information across the state rely on community health infor-
mation exchanges (HIEs) or regional health information organiza-
tions. However, HIEs are typically designed to facilitate exchange
of health information between health care providers and are not
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optimized to the needs of CBOs. Further, HIEs are rarely oriented
toward evaluation.#* Nonetheless, leveraging the existing HIE in-
frastructure may offer states a potential shortcut to creating re-
positories of CBO data. The lessons we report in this case study of
the OEI Data Portal could help in any efforts to adapt HIE plat-
forms to the needs of CBOs.

Limitations

This study is subject to some important limitations. First, all the
CBOs funded by OEI were selected in part due to their willingness
to submit required data, potentially resulting in a sample of CBOs
more prone toward accommodating reporting and evaluation
requests. Second, the OEI experience may be specific to the state
of Ohio, and, as a result, our findings may not be generalizable in
different states with different regulatory and funding structures.
Building a robust evaluation infrastructure and capturing high-
quality data is a necessary first step prior to conducting any out-
come evaluation. Future work will focus on evaluating the impact
of the interventions on the specific outcomes of interest—infant
mortality and low birth weight.

PUBLIC HEALTH IMPLICATIONS

Infant mortality is a complex problem impacting communities in
Ohio, and multiple programs have been developed to reduce the
risk of poor infant and maternal outcomes. Due to varying pro-
gram designs, levels of data collection, and small program sizes, it
is hard to assess the impact of individual programs on outcomes.
The OEI can serve as a model for data collection from many simi-
lar CBO delivered programs across the state to enable evaluation
of these efforts. Individual CBOs experienced technical and imple-
mentation challenges when starting to use the new data collection
system. However, building relationships between CBOs and the
evaluation team and providing training resulted in improved data
quality and increased the number of organizations reporting data
over the first year of data collection system implementation.
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APPENDIX. Data Collection Forms
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Enrollment form

Complete this form when a participant enrolls in the program.
Please write clearly in blue or black ink, place only one character in each box,

N and use all uppercase letters; this form will be read by a computer. /
On what date did the participant enroll What is the participant’s birth
in the program? date?
Month Day Year Month Day Year

Participant’s identification information:

First name Last name
Social Security number Medicaid ID number Gender
Female
. . Male
Street address
City ZIP code Phone number
How did the participant learn about this Participant's employment status
program? (please check all that apply):
Friend or family member Employed full time
Medical provider Employed part time
Other prenatal or infant care program Unemployed, receiving assistance
Social/governmental program Unemployed, not receiving assistance
Advertisements in the community Enrolled in school
Other (please specify) Disabled

rev. 8/14/18
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Enroliment Page 2 of 4
§ Participant's last name and birth date Month Day Year 1
@ Participant’s marital status: @ Participant’s race/ethnicity
i (please check all that apply):
Married
Widowed e
Diviaiees Black or African American
Separated Hispanic or Latino

Single/never married Asian

Not married but living with partner Native Hawaiian or Pacific |slander

American Indian or Alaska Native

Current relationship between participant Other (please specify)
and other biological parent:

Married

Widowed

Divorced Other biological parent's race/ethnicity
Separated (please check all that apply):

Never married White

Black or African American

Living status between participant Hispanic or Latino
and other biological parent:

Asian
Living together Not living together Native Hawaiian or Pacific Islander
If you marked living together, you may skip the address fields in the American Indian or Alaska Native
section at the bottom of this page. If not, complete these fields.
Other (please specify)
@ Other biological parent’'s birth date:
Month Day Year
@ Other biological parent’s identification information:
First name Last name
Street address
City ZIP code Phone number

rev. §/14/18
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Enroliment
Participant’s last name and birth date

\ !
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Page 3 of 4

Manth Day Year

)

How many total adults live in the
same household as the participant
(including the participant)?

@

How many total children live in the
same household as the participant?

What kind of housing does the participant have?

Live in house/apartment owned by participant
Live in house/apartment owned by family/friends
Live in rented house/apartment

Live in shelter or group home

Public housing

Homeless

Other (please specify)

Please check any home safety issues the
participant is experiencing.

49

No waorking smoke detectors
Firearms or weapons in home
Smell of gas/mildew/mold
Pests suspected/present
Smoking in house
Windows/doors do not lock appropriately
Garbage/clutter/unclean environment

Drugs/chemicals/cleaning supplies within reach

@ Participant’s primary method of transportation: @

Own car
Bus
Taxi

Walk

)

Friend'sffamily car

Other (please specify)

&

Is the participant currently enrolled in any
of the following public assistance programs?
(Please check all that apply.)

Women, Infants and Children (WIC)

Supplemental Nutrition Assistance Program
(SNAP/food stamps)

Temporary Assistance for Needy Families (TANF)
Disability or unemployment

Other prenatal/infant health program

Housing assistance program

Child care program

Food assistance program

Exercise/health promotion program
Educational/employment assistance program
Mental health/substance abuse program

Don't know

Other (please specify)

Is the participant financially stable (able to pay
their bills without any monetary aid or help)?

Yes No

Does the participant have access to adequate
food?

Yes No

Does the participant have current depression or
a history of depression diagnosis or treatment?

Yes No

In the past month, did the participant feel they
could not control important things in their life?

Yes No

Is there at least one person the participant
can discuss their thoughts and feelings with?

Yes No

rev. 8/14/18
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Enroliment
Participant's last name and birth date

\ !
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Page 4 of 4

Month Day Year

)

Does the participant or anyone in their
household smoke? (If no, skip to #27.)

The participant smckes but nobody else in
the household smokes

At least one member of the household
smokes but the participant does not

Both the participant and at least one other
person in the household smoke

No one in the household smokes

If others in the
household smoke,
number of cigarettes
smoked per day:
Less than one

If the participant
smokes, number
of cigarettes
smoked per day:
Less than one

per day per day

1-5 1-5

6-10 6-10

11-15 11-15

16-20 16-20

More than 20 More than 20
per day per day

@)

D

In the past month, has the participant
drank any alcohol?

Yes No

In the past six months, has the participant
used any illegal substances? (If no, skip to
#30.)

Yes No

If yes to #28, how frequently does the
participant use controlled substances?

More than once per day

Once per day

Afew times per week or less

Afew times per month or less

Only on occasion; less than once per month
Do any of the participant’s friends or

family members have problems with
alcohol or other drug use?

Yes No

The final six questions on this form do not apply to participants in a fatherhood program.

Participant’'s weeks of gestation
at enrollment in the program:

Infant has already been born

How many prenatal care visits
has the participant had prior to
enrollment?

Did the participant have any prenatal visits in
her first trimester (weeks 1-12)7

Yes No

\

Form administrator’s first name

QOrganization/program name

&9

Has the participant received treatment with
progesterone during this pregnancy?

Yes No

Does the participant take folic acid/vitamins?

Yes No

Is transportation a barrier to the participant
attending prenatal care appointments?

Yes No

Form administrator’s last name

Phone number for questions

When complete, this form can be faxed to 614-293-4183 or scanned and emailed to oeieval@osumec.edu.

N

For questions about this form, call 614-366-8897 or email oeieval@osumc.edu.
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Encounter form

Complete this form when an encounter with a participant takes place.
Please write clearly in blue or black ink, place only one character in each box,
and use all uppercase letters; this form will be read by a computer.

@ On what date did this encounter occur? @ What is the participant’s birth date?
honth Day Year honth Day Year

@ Participant's identification information:

First name Last name

Strest address Gendsr
Female
Wale
City ZIP code Phone number
@ What is the next planned contact date? If yes to #5, please list any additional programs
Month B ‘ear or services the participant was referred to.

@ Was the participant referred to any additional
programs or services?

Yes No

\ /

Form administrator's first name Fonm administrator's last name

Organization/program name Phone number for questions

When complete, this form can be faxed to 614-293-4183 or scanned and emailed to osieval@osumc.edu.
\ For questions about this form, call 614-366-8897 or email osieval@osumc.edu.
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. Department of
Ohio ‘ Medicaid

Group encounter form

Complete this form when an encounter with a group of participants takes place. Oh; thaf date dlgfheﬁe emou”te? oceur?
. . . . on ay ear
Please write clearly in blue or black ink, place only one character in each box,
and use all uppercase letters; this form will be read by a computer.

First name Last name Phone number

What is the honth Day Year Flease list any additional

participant's programs or services the

hirth date? participant was referred to

First name Last name Phone number

What is the hionth Day Year Flease list any additional

participant's | | | programs or services the | | | | | | | | | |
birth date? | | | participant was refemed to | || || | | |
First name Last name Phone number

What is the Month Day Year Flease list any additional

participant's programs or services the

hirth date? participant wias referred to

First name Last name Phone number

What is the hdonth Day YYear Flease list any additional

paricipant's | | | programs or services the | | | | | | | | | |
hirth date? | || participant wias referred to | | | || | | |
First name Last name Phone number

What is the honth Day Year Flease list any additional

paricipant's programs or services the

hirth date? participant wias referred ta
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Group encounter form Page 2 of 2
First name Last name Phone number \\
What is the Month Day Year Please list any additional
participant's programs or services the
birth date? participant was referred to.
First name Last name Phone number

What is the Month Day Year Please list any additional

participant's programs or senvices the

birth date? participant was referred to.

First name Last name Phone number

What is the Month Day Year Please list any additional

participant's programs or services the

birth date? participant was referred to.

First name Last name Phone number

What is the Month Day Year Please list any additional

participant's programs or services the

birth date? participant was referred to.

First name Last name Phone number
What is the Month Day Year Please list any additional

participant's programs or services the

birth date? participant was referred to.

Form administrator’s first name Form administrator’s last name Phone number for questions

Qrganization/program name

When complete, this form can be faxed to 614-293-4183 or scanned and emailed to oeieval@osumc.edu.
For questions about this form, call 614-366-8897 or email oeieval@osumc.edu.
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Birth form

Complete this form the first time data is collected after the birth of the child.

Please write clearly in blue or black ink, place only one character in each box,
and use all uppercase letters; this form will be read by a computer.

On what date is this form being filled out? What is the participant's birth date?
Month Day Year Month Day Year

L) L L] L L L]

(3 Participant’s identification information:

First name Last name

JESESESEEEEEEE] (EEEEEESEEEEEEEEEEE

Social Security number Medicaid ID number Gender

INNERNEENEN] (NENEEREEEEEN) N

Street address

LI PP P P PP

City ZIP code Phone number

SNNSENENENENE] (EEEEE] EEECEEECEEEN

(4 Infant’s identification information:

First name Last name

SNNSEEEEENENEE] JEEENENNREENNEEEREE

Social Security number {if known} Medicaid ID number (if known}) Sex

IS (i A

Is the infant's address the  Street address
same as the participant's?

e EENEEEE NN E RN

No

City ZIP code
If you marked yes, you

e fEiEEENENEEEEEY pEEEE

fields to the right. If no,
\ complete these fields. ‘
v 8/14/18
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Birth form Page 2 of 2
Participant's last name and birth date Month Day Year
@ On what date was the infant born? Where does the infant sleep?
Manth Day . (Please check all that apply.)
Adult bed
Crib

Sofa/couch/chair
@ Was this a multiple birth?

Car seat
No Floor
Yes, twins Bassinet
Yes, triplets Pack 'n Play
If more than one child was bomn, please use multiple copies Other (please specify)

of this form for the additional child(ren).

® What is the infant’s race/ethnicity?
(Please check all that apply.)

White What position is the infant put to sleep in
most frequently?

On their back
On their side

Black or African American
Hispanic or Latino
Asian

On their stomach
MNative Hawaiian or Pacific Islander

American Indian or Alaska Native @ Does the infant ever share a sleeping
Other (please specify) surface with any other people or a pet?
Yes No

The final two questions on this form do not

apply to participants in a fatherhood program.
How is the infant being fed?

Breastfeeding only Did the participant receive treatment with

: progesterone during this pregnancy?
Some breastfeeding, some formula

Formula only Yes No
How many total prenatal visits
did the participant attend during
this pregnancy?

\ Z/

Form administrator’s first name Form administrator’s last name

QOrganization/program name Phone number for questions

When complete, this form can be faxed to 614-293-4183 or scanned and emailed to oeieval@osumc.edu.
For questions about this form, call 614-366-8897 or email oeieval@osumc.edu.

rev. 8/14/18

ojph.org L\«/ Ohio Public Health Association



. RESEARCH ARTICLE
Ohio Journal of Public Health, January 2022, Vol. 4, Issue 2 ISSN: 2578-6180

Ohi o I?ﬂi%?{r;gi?jem of h] THE OHIO STATE UNIVERSITY OhiongherEd

W COLLEGE OF MEDICINE Department of Higher Education

Exit form

Complete this form as the participant exits the program or when this is likely to be the final encounter.
Please write clearly in blue or black ink, place only one character in each box,
and use all uppercase letters; this form will be read by a computer.

@ On what date did the participant exit the program? @ What is the participant's birth date?
Wlonth Day Year Wanth Day Year

Participant's identification information:

First name Last name

Social Security number Medicaid ID number Gender
Female
Male

Street address

City ZIP code Phone number

@ Infant’s identification information:

First name Last name

Social Secunty numkber (IF known) Medicaid ID number {If known) Sex
Female
lale

Is the infant's address the Street address
same as the participant's?

Yes
s}

City ZIP code

If you marked yes, you
may skip the address
fields to the right. If no,

\Qﬂplete these fields.

res, 8130418

{2

ojph.org Ohio Public Health Association



l RESEARCH ARTICLE

Exit form
Participant's last name and birth date

\ !

Ohio Journal of Public Health, January 2022, Vol. 4, Issue 2 ISSN: 2578-6180 [ﬂ

Page 2 of 3

)

Menth Day Year

@ On what date was the infant born?

Month Day Year

@ Was this a multiple birth?
No
Yes, twins
Yes, triplets

If more than one child was born, please use multiple copies
of this form for the additional child(ren).

@ What kind of housing does the participant
have?

Live in house/apartment owned by participant

Live in house/apartment owned by family/

friends

Live in rented housefapartment
Live in shelter or group home
Public housing

Homeless

Other (please specify)

Plea!s.e che.ck any homg safety issues the
participant is experiencing.
No working smoke detectors
Firearms or weapons in home
Smell of gas/mildew/mold
Pests suspected/present
Smoking in house
Windows/doors do not lock appropriately

Garbage/clutter/unclean environment

Drugsfchemicals/cleaning supplies within reach

What is the participant’s employment status?
(Please check all that apply.)

Employed full time

Employed part time

Unemployed, receiving assistance
Unemployed, not receiving assistance
Enrolled in school

Disabled

Is the participant currently enrolled in any
of the following public assistance programs?
(Please check all that apply.)

Women, Infants and Children (WIC)

Supplemental Nutrition Assistance Program
(SNAP/food stamps)

Temporary Assistance for Needy Families
(TANF)

Disability or unemployment

Other prenatalfinfant health program
Housing assistance program

Child care program

Food assistance program

Exercise/health promotion program
Educationalfemployment assistance program
Mental health/substance abuse program
Don’t know

Other (please specify)

Does the participant have adequate access
to food?

Yes No

/
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Exit form Page 3 of 3
Participant’s last name and birth date Month Day Year
@ How many well-child medical @ Has the child received recommended
visits did the participant and immunizations?

child attend to check on the

child’s heath? ves No
@ How many ER/urgent care visits When the participant is away from home,
were attended for the child or where does the child or children go for child

participant since the child’s birth? care?
If the answer to #13 was more than zero, ey
what were the reasons for the visit/visits? Friends

Licensed child care provider

Other (please specify)

The final two questions on this form do not
apply to participants in a fatherhood program.

How many postpartum medical
visits did the mother attend to
check on her health?

Is the father involved in the care of the infant?
Yes No

\ Z/

Form administrator’s first name Form administrator’s last name

Organization/program name Phone number for questions

When complete, this form can be faxed to 614-293-4183 or scanned and emailed to oeieval@osumec.edu.
For questions about this form, call 614-366-8897 or email oeieval@osumc.edu. /
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