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Time Topic Speaker(s)

2:30 – 2:35 Welcome Mike Kurilla & Laura 

James

2:35 – 2:55 DEI TF Manuscript Lori Carter Edwards & 

Maia Hightower

2:55 – 3:10 WG Focus Topics Mike Kurilla 

3:10 – 3:30 Informatics EC Peter L. Elkin & Jomol

Mathew



DEI TF Manuscript

Lori Carter Edwards & Maia Hightower
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Abstract

Diversity, Equity, and Inclusion (DEI) are essential to advancing Clinical and Translational Science.  

The Clinical and Translational Science Award (CTSA) Program recognizes that to advance DEI we 

must move beyond statements of commitment to bold actions.  In 2021, the CTSA program created a 

Task Force (TF) to initiate work in support of structural transformational initiatives that would advance 

DEI across the consortium.  In this paper we describe the formation of the DEI + accessibility (DEIA) 

TF and our activities to date.  1) We developed and adopted two organizing frameworks to guide our 

approach. 2) We developed an initial set of recommendations aligned in four focus areas (Institutional, 

Programmatic, Community-Centered and Social, Cultural, Environmental).  3) We developed a survey 

to obtain a baseline understanding of diversity across the CTSA Program.  The time-limited TF was 

recently elevated to a standing Committee by the CTSA Consortia and the survey findings will be 

presented at the Fall 2022 CTSA Program meeting.

4

https://clic-ctsa.org/
https://clic-ctsa.org/


clic-ctsa.orgclic-ctsa.org

Manuscript 

• Background

• Methods

• Results
• Activities of the Task Force

• Developing the DEIA Frameworks

• DEIA Accountability Framework

• DEIA Learning System Framework

• DEIA Recommendations for CTSAs

• DEIA Survey

• Presentations and the TF’s One-Year Progress

• Summary
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Working Group Focus Topics 

Michael Kurilla 
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Pod WG Ideas
• Karen Johnston Pod WG Ideas:

• Next phase of improving clinical trial start 
up

• Development of an integrated, federated 
data warehouse that enables multicenter 
research across health systems utilizing 
EMR platforms

• Tackle generalizable roadblocks for 
Translational Science

• Data harmonization

• Larry Sinoway Pod WG Ideas:
• Causes of rising midlife mortality in America 

(Case & Deaton, PNAS, 2015)

• Determining social determinants of health 
patterns in rural vs urban populations.  How 
do these patterns effect outcomes of 
diseases? 

• Muredach Reilly Pod WG Ideas:
• Climate change and health 

• Readiness for public health emergencies (e.g., 
pandemics)

• Reinvention of the national clinical trial 
enterprise

• National training curricula in CTS 

• Learning health and research systems

• Diversity, equity, inclusion, and accessibility

• Integrated EHR clinical research data, 
platforms, and tools

• Ruth O’Hara Pod WG Ideas
• Best Practices for Navigating the Science of 

Translation

• The Role of CTSAs in Open Science 
Approaches

• Enhancing the Impact of Clinical Trials

• Climate Change and Health
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Informatics EC

Peter L. Elkin & Jomol Mathew



NCATS CTSA Informatics 
Enterprise Committee

• Co-chairs:

• Peter L. Elkin, MD

• University at Buffalo

• Jomol Mathew, PhD

• University of Wisconsin

• Rest of the Lead Team

• Voting:  Patricia Kovatch, PhD (Mount Sinai, 
Mike Becich, MD (Univ of Pittsburgh), PhD, 
Emily Pfaff, MD (Univ of North Carolina)

• Non-Voting:  Ken Gersing, MD (NCATs) Paul 
Harris, PhD (Vanderbilt), Chris Chute, MD, 
Dr.PH (Hopkins), Melissa Haendel, PhD 
(Univ of Colorado), Leonie Misquitta, PhD 
(NCATS) and Jeanne Holden-Wiltse (CLIC)



Informatics Enterprise Committee
• Coordination
• Interoperable Data Sharing
• Enhancing Translational Research Capability



iEC Goals
• Advise the Steering Committee regarding Informatics Priorities

• We are requesting to report to the Steering Committee Quarterly

• Set Interoperability Standards for Data Sharing Across Hubs
• Review standards and help make choices that benefit translational research using 

nationally approved and emerging standards

• Provide services and consultation to help hubs achieve the Informatics Goals
• Provide consultative services
• Facilitate Software hosting with NCATS of utilities and scripts that assist hubs achieve 

their goals

• Highlight the Informatics achievements of all CTSA hubs
• Shareware Talk program (Thank you for those who have signed up and if not please do 

sign up to give a talk) 
https://docs.google.com/spreadsheets/d/1tkZ3NBidpRxuJAj3BXt5LbmhldUQPjDLLHcy
mU6zESo/edit#gid=0

• Advise NCATS on Informatics Research Priorities
• Provide Practical Guidance to help solve important translational science informatics 

problems.

The most important message is that everyone has a voice 
and a part to play in this plan.

https://docs.google.com/spreadsheets/d/1tkZ3NBidpRxuJAj3BXt5LbmhldUQPjDLLHcymU6zESo/edit#gid=0


NCATS Quality Committee Update

• Chaired by Peter L. Elkin, MD (University at Buffalo) and Avnish 
Katoch (Penn State)

• Scripts for this year are written and being disseminated

• Submission is voluntary

• The results will be collected by the iEC and aggregated

• We have some updates and recommendations to the steering 
committee.



Measuring Strategic Performance

“You can’t manage what 

you can’t measure. You 

can’t measure what you 

can’t describe”

Robert Kaplan and David Norton
Authors of “The Balanced Scorecard”
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CTSA Program Goals:

• Train and cultivate the translational science workforce.

• Engage patients and communities in every phase of the 
translational process.

• Promote the integration of special and underserved populations 
in translational research across the human lifespan.

• Innovate processes to increase the quality and efficiency of 
translational research, particularly of multisite trials.

• Advance the use of cutting-edge informatics.

All of these Goals are enhanced by sets 
of strong Informatics capabilities. 



Data Sharing for Translational Research
• Assumes comparable interoperable data is exchanged or utilized 

in the same way in a distributed or centralized architecture

• Requires common data model(s) be utilized

• Requires data governance

• Requires data provenance

• Requires indexing with standardized ontologies

• Data aggregation starts with a strong study design

• Requires common methods for data access, ETL and indexing of 
the data

• Requires common methods for assessing data quality, data 
cleaning and data access including sharable phenotypes and 
SDOH.



Recommendations to the CTSA Steering 
Committee

• NCATS / Steering Committee should obtain input from the iEC / 
Informatics Community before making any technology choice 

• Programs for the consortium should involve all the Hubs.  

• NCATS / Steering Committee should continue to provide scorecards on 
Informatics readiness on issues like data interoperability and data quality

• Interoperability requires a common data model and use of standardized 
ontologies for coding of health data (with strong Data Governance and 
Data Provenance)

• The iEC members should help all hubs meet these system wide and local 
Informatics best practice standards

• NCATS / Steering Committee should encourage high quality data 
standards and Informatics quality improvement programs

• That the iEC should continue to advise the CTSA Steering Committee on 
issues related to Informatics readiness, Informatics research results and 
important Informatics Research Foci (we recommend this happen 
quarterly



Shareware Talks

• A way to educate and disseminate knowledge about successful 
tools and methods used at our hubs.

• A way to start the discussions around best practices in Translational 
Informatics

• A way to fit the right tool to the right problem
• A way to make it easy to share and to implement work from across 

the consortium
• A way to decrease unnecessary duplication in effort
• A way to serve everyone’s Informatics needs in the CTSA 

consortium



Shareware Talks (Software and Methods)

• 4/1 Dr. Chunhua Weng – Columbia - Criteria2Query (C2Q) 2.0 
was developed to enable real-time user intervention for 
criteria selection and simplification, parsing error correction, 
and concept mapping. Our evaluation shows that features to 
engage domain experts and to overcome the limitations in 
automated machine output are shown to be useful and user-
friendly. We concluded that human-computer collaboration is 
key to improving the adoption and user-friendliness of natural 
language processing. 



Shareware Talks

• 5/6 Dr. David Hanauer – University of Michigan - EMERSE is 
an open-source search engine and chart review tool for free text 
clinical notes from the EHR. It also supports finding patient 
cohorts. It was designed to be user-friendly with minimal 
training required, yet powerful and responsive. EMERSE is now 
being used or deployed at multiple CTSA sites and other 
academic institutions across the nation. For more information, 
please visit https://project-emerse.org

https://project-emerse.org/


Shareware Talk

• 6/3 Dr. Peter L. Elkin – University at Buffalo – BMI Investigator is 
a solution to automate ontology driven retrospective research 
and planning for Prospective Clinical Trials.  The BMI 
Investigator has problems, notes, procedures and devices 
indexed using SNOMED CT, labs indexed with LOINC and 
medications indexed using RxNorm.  It is also useful for data 
driven recruitment to clinical trials and for using real world 
evidence in prospective trials.  It has been used for clinical 
genomic research as well as quality, and safety projects by 
medical students and residents and junior faculty. 



Shareware Talks

• 7/1 Dr. Alex Cheng – Vanderbilt University - The ability to extract 
information from electronic health records into REDCap has 
automated the collection of millions of data points for hundreds of 
researchers across many institutions. This webinar will highlight some 
of the most impactful uses of REDCap Clinical Data Interoperability 
Services for clinical research, including COVID-19 trial recruitment and 
multi-site critical care studies. We will also cover new opportunities 
for integration between REDCap and electronic health records.



Upcoming Shareware Talks

• 8/5 – Dr. Yonghui Wu – University of Florida – SODA for extraction of Social Determinants 
of Health

• 9/2 – Dr. Hunter Moseley – University of Kentucky – Academic Tracker – Tracks grants 
and publications

• 10/7 – Dr. Michele Morris – Pittsburgh – Sharephe – Sharing computable phenotypes 
from a cloud based library

• 11/4 – Dr. Chunlei Wu – Scripps – N3C playbook – N3C best practices

• 12/2 – Dr. Mark Pletcher – UCSF - The Eureka Research Platform helps investigators run 
online/remote digital studies with eConsent, online surveys, and data collection directly 
from wearable devices, smartphone apps and other smartphone-connected devices. It 
can also be used to collect EHR data directly from Epic EHRs (via Open Epic/FHIR API). 
It is available for use, learn more at info.eurekaplatform.org

• 2/3/23 – Dr. Ram Gouripeddi – University of Utah - Exposure Health Informatics 
Ecosystem (EHIE), a sensor-based, data-intensive infrastructure for measuring 
environmental, physiological, and behavioral factors for performing pediatric and adult 
epidemiological studies. It is a generalizable multi-scale and multi-omics platform 
providing robust pipelines for reproducible exposomic research and uses real-time, low-
cost sensors to provide spatio-temporal records of environmental exposures. 
(http://ceehi.ccts.utah.edu/2021/10/30/ehie/)

http://info.eurekaplatform.org/


CTSA Summer Informatics Bootcamp - iLAB



Overall Conclusions

• The future is bright

• The Shareware talks are helping disseminate solutions to the 
consortium

• Let’s work together to improve our ability to utilize and share our 
data and tools toward improved translational research outcomes

• As a community we are much stronger than we are individually.  
Through common goals, work programs and sharing credit we can 
and will significantly strengthen the Informatics capabilities of the 
CTSA consortium in support of our translational research goals. 



“The best way to predict the future,                   
is to create it.”  
---- Peter Drucker
(Harvard University)



July 25th, 2022

2:30-3:30 PM


