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Session 9: Partners and Networks  
Welcome to the Center for Leading Innovation and Collaboration’s Insights to Inspire 2021 Informatics: The Journey to 
Interoperability. I'm Jeanne Holden-Wiltse, Senior Associate faculty in the Department of Biostatistics and 
Computational Biology, and in the Clinical Translational Science Institute at the University of Rochester.  I co-direct our 
CTSA informatics core. I want to acknowledge Jack Chang, our Lead Informatician in our CTSI informatics core, who 
oversees the day-to-day technical work for our participation with external data networks, as well as a shout out to our 
clinical IT partners who are critical to the success of our research data warehouse. 

Objectives - Today we'll be talking about external data partners and networks, and the benefits participation can bring 
to improve the CTSA informatics metric and more broadly the quality of data within our local research data warehouses.  

In this session,  
• I will describe the importance of partnerships and improving the metric and local data quality.  
• I will identify some of the external partners that have had the most impact on our hub and the benefits of 

working with them. 
• I will describe how we were able to build the relationship with our local health IT systems and how this 

relationship was crucial to improving our informatics metric and data quality. 

How does contributing data to external networks help to improve our research data warehouse data? These networks 
can benchmark our data against data from other hubs or healthcare organizations. Largely this is done by comparing the 
frequency of data domains or specific data elements in our submitted data compared to other hubs. If our data is shown 
to be an outlier, such as an unusually high or low frequency for some data domain or element, then this could be an 
indication that something could be wrong with our data. However, we don't know if our data frequency is different due 
to real differences in our underlying patient population or treatment patterns, or if we have some error and any of the 
many ETL (extraction, transform and load) steps involved in creating our local research data warehouses, it requires 
investigation on our part to determine the possible sources for our data discrepancies. 

Interoperability

Overview

Data Quality

Process
Improvements

Personnel & 
Networks

Optimization

2021 Informatics:  
The Journey to      

 Interoperability 

https://ncats.nih.gov/director
http://nih.gov/


   
 

The University of Rochester Center for Leading Innovation and Collaboration (CLIC) is the coordinating center for the Clinical and 
Translational Science Awards (CTSA) Program, funded by the National Center for Advancing Translational Sciences (NCATS) at the 

National Institutes of Health (NIH), Grant U24TR002260. 
 

Some examples where benchmarking led to a discovery of a systematic error in our ETL process was when we had a high 
rate of missing discharge dates on inpatient encounters that was caused by errors in mapping encounter types from our 
electronic medical record to the active data model.  

Another example is when we investigated a high frequency of a particular lab test that was due to errors at the source. 
This is when our clinical lab assigned the wrong LOINC code. These are standardized codes for lab tests and results to a 
wrong test. We alerted the clinical team to this problem and got the error corrected. Finally, because the external 
networks can have more resources and infrastructure to assess data quality then we have in our local hub environment, 
these partners can review our submitted data over time to identify possible transient areas in our data as well. An 
example was after an Epic upgrade, we had a failure in one of our ETL steps that resulted in incomplete transfer of 
demographic data into our i2b2 data warehouse. 

Who are the partners that have had the most impact for our hub? We learned something new from each external 
partner. Currently we have several external partners. These include TriNetX, ACT (Accrual to Clinical Trials), Shrine 
network, the National COVID Cohort Collaborative – N3C, and the New York COMBAT COVID network, as well as several 
other disease or cohort specific data sharing networks.   

But a word of caution, participation in each network has costs. These include staff time for setting up and maintenance 
of the data workflows for each network, as well as there can be data, hardware and software costs. And certainly there 
are regulatory requirements such as IRB protocols, data use agreements, privacy in IT security reviews, et cetera, that 
need to be initiated and kept up to date. So a challenge is how best to evaluate which networks to join, how to 
determine the return on the investment for our participation, and how to set priorities. Locally, we have a governance 
committee that can help, but I'll admit this is an area that is very much a work in progress. 

What are the benefits of working with ACT, SHRINE, OHDSI/N3C and/or other networks? Well, there is an obvious 
benefit to the researchers in terms of having the external network data available for real-world evidence studies and for 
hypothesis generation and cohort discovery for potentially new clinical trials. But there are additional benefits to our 
local informatics team. I've already mentioned the data quality assessment, but other benefits include increased 
knowledge and familiarity with new common data models. Every model has its own advantages and disadvantages. And 
it's very helpful to have this knowledge locally. We can also borrow network expertise and tools such as code scripts for 
clinical and cohort phenotyping. All scripts of course, have to be modified somewhat to conform to our particular data 
environment, but borrowing scripts allows us to get a jumpstart and not reinvent the wheel. Finally, and importantly, 
participation in the external data networks helps to break down isolation barriers. Such as a research community, we are 
generally all trying to solve the same data for research problems. So sharing of best practices, lessons learned and 
having the network of informatics communities to ask questions too, is very helpful. 

Have you worked with local health systems to improve the metric? Absolutely. We worked with not just the clinical 
data IT folks (the team who manage our backend EMR, Epic databases), and with the Epic builders. That's the Epic 
application team responsible for implementing and maintaining the epic modules in our electronic medical record 
system. Our Clinical IT, like most other institutions is a very large organization whose primary responsibility is clinical 
operations, but is critical that research stays in sync as best we can with changes to the electronic medical record, 
because, of course, that can affect any of the downstream data to our research data warehouses. For example, Epic 
upgrades, which can include introduction or a deprecation of Epic fields can have a large impact. This was true several 
years ago when Clinical IT added a new field for ethnicity with many more levels for defining ethnic background beyond 
the usual Hispanic or non-Hispanic. If we didn't have good communication with Clinical IT, we wouldn't have known 
about this new field, which does affect nearly all of our research data warehouses. It is also our communication with 
Clinical IT and participation on various Clinical IT committees that we are informed of changes that affect how data are 
entered into Epic. For example, a new social determinants of health initiative within clinical operations changed who and 
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how data are entered into our electronic medical record for race and ethnicity. This can affect how researchers interpret 
results when analyzing these data fields. 

So how are we able to build a relationship with our Clinical IT? Well, for a long time, CTSI Informatics worked at the 
grassroots level with the Clinical IT programmers. Our relationship was built on “who did you know in Clinical IT” and any 
help was largely like asking for a favor. Real change happened when our CTSI Co-PI convinced the School of Medicine 
and Dentistry leadership to set the development and support for a Central Research Data Warehouse as an institutional 
priority. The CTSA consortium and the informatics core requirements were essential to this discussion. So building the 
Clinical IT relationship required leadership commitment at the highest level. This resulted in enhanced governance 
structure to harmonize clinical and research IT goals and priorities. We established points of contact at all levels of the 
Clinical IT organization with CTSI Informatics. And we have regular and frequent interaction between us and various 
Clinical IT groups. We also now use a common task management tracking system, Service Now, which has greatly 
improved communication and coordination of our integrated workflow and tasks with Clinical IT.  

How did this relationship improve the metric? We have integrated our research data warehouse ETL with the 
enterprise Clinical ETL framework, leading to improved systematic monitoring and maintenance. Additionally having 
Clinical IT points of contact partnering with us has helped us to troubleshoot data quality issues. When we identify 
errors, we work with Clinical IT to have the errors fixed upstream in the ETL process when possible. Clinical IT can have 
these errors permanently fixed in the ETL so the correct data can be loaded downstream to our research data 
warehouses consistently, and it doesn't require an ad hoc fix at our research data warehouse level. Finally, this close 
integration with Clinical IT allows us to identify and help resolve data issues, which can potentially help to improve data 
quality at the clinical operation data level, such as that mistake in the LOINC code in the lab test result. 

Takeaway Points – include the following: 
• Benchmarking data against other institutions is very helpful to identifying possible errors and helps us to investigate 

and correct those errors. 
• “Data quality is a journey, not a destination”-Emily Pfaff. I absolutely agree with that. We need to continually 

monitor and assess our data outliers and issues. Any resources that we can get to help with that process is very 
helpful.  

• Local hub resources are limited. So let's use the power of the network. Sharing code, data models, and best practices 
improves our network data and our local hub data. Faster advancement in informatics services can be offered locally 
to our researchers. When we participate in these networks, we have broader access to expertise, particularly in the 
informatics community.  

We encourage you to view the following webcasts as they provide foundational information for the rest of the series.  

Session 1 – Introduction to Insights to Inspire 2021 
Session 2 – Language of Informatics 
Session 3 – Introduction to Informatics  
Session 4 – Introduction to Maturity Models  
Session 5 – Importance of Interoperability 

After that, please view the remaining webcasts in the order of your choice. The webcasts are available on the CLIC 
website:  https://clic-ctsa.org/ or you can access them by searching CLIC_CTSA on Vimeo or YouTube.  

Thank you for viewing Session 9- Partners and Networks.  
Please join us for the rest of the Informatics: The Journey to Interoperability series. 
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