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1. TYPES OF DATA REQUESTS

Use of  the CRDW is governed by an IRB-approved protocol describing the standards, governance, and 
oversight of  the design, maintenance, and use of  the CRDW. This protocol allows data from the CRDW to be 
provided for the following activities:

1. Requests that are preparatory for research

This is sometimes described as “cohort identification” and is the process by which an investigator assesses the 
number of  subjects in the CRDW meeting given criteria to determine whether planned research is feasible.

2. Requests for de-identified data

An investigator may request de-identified data for a cohort, not including any protected health information. 
Since the data set is de-identified, it will not be possible to re-identify the data and therefore it will not be pos-
sible to receive data updates or supplement the data set with additional data elements at a later date.

3. Requests for coded data

This is similar to 2, but in this case the investigator may request the data for a cohort in a coded, rather than 
de-identified, manner. The data request cannot include any protected health information. The key to enable 
linkage of  the coded data set with identifying information will remain with the CRDW Operations Staff. The 
investigator may not request and will not ever receive re-identification of  the data set. Because the data are 
coded with an anonymous ID, updated data could be provided on an ongoing basis for this type of  request.

4. Requests for a limited data set

This is similar to 3, but may include specific dates, date ranges, and zip codes as defined by HIPAA regula-
tions. The data request could be a snapshot of  what is available at the time of  request or updated data could 
be provided on an ongoing basis. The investigator may not request and will not ever receive additional subject 
identifiers.

5. Subject identification for possible participation in a specific research project

For this purpose, individual patient contact information is provided to the investigator so that subjects can be 
approached for their interest in participating in a clinical or translational research project.

6. Data requests for an investigator-defined identified cohort

The investigator defines a group of  identified human subjects for which a specific set of  data is requested. The 
identified cohort could be individuals that have provided consent in the context of  an approved IRB protocol, 
individuals identified through one of  the above processes, or individuals identified through the investigator’s 
clinical activities. The data request could be a snapshot of  what is available at the time of  request or updated 
data could be provided on an ongoing basis.



2. APPROVALS AND REQUIREMENTS FOR    
. ..DATA REQUESTS

The below table is a summary of  approvals and other requirements that must be met for each type 
of  data request before CRDW data can be delivered.



3. SUMMARY OF DATA ELEMENTS AVAILABLE
The below table is a summary of  data elements available for each data request type.



4. DATA REQUEST APPROVAL WORKFLOWS

Each CRDW data request passes through a review and approval process before it is filled.

The below shows the approval workflow for each data request type:



The below diagram details the approval workflow for data requests.



5. DATA REQUEST POLICIES

Policy on Request Processing

All standard data requests are processed in the order they are submitted. The current average turnaround time 
is 4-6 weeks, but varies based on availability of  resources and complexity of  request. Our chargeback model is 
outlined on our website at cri.uchicago.edu/crdw.

If  your request requires IRB approval, you must first obtain that IRB approval before any work on your data 
request will begin. All requests for data will be reviewed against the corresponding approved IRB protocol, if  
applicable. If  the data you are requesting does not match the methods approved in the IRB protocol, you will 
be asked to revise and resubmit your request.

Policy on Data Analysis

The CRDW staff  will provide users with raw data to conduct their own analyses for research. At this time, 
we cannot provide analysis services such as aggregation (e.g., count of  patient visits broken down by month), 
matching patterns of  encounters (e.g., selecting for labs closest to the date of  a patient’s surgery), or custom 
formatting of  data (e.g., transforming data into a different format to load into a third-party application).

Policy on Invalid or Incomplete Data Requests

All data points being requested must be clearly defined and the purpose expressly stated to ensure that the 
data request accurately reflects the data needed to perform the research defined in the request. A meeting with 
CRDW staff  at office hours will help you to construct an appropriate data request. Below are examples of  data 
requests that cannot be fulfilled.

Data points requested: “All relevant data points in the CRDW.”

Reason this request cannot be fulfilled: The CRDW contains thousands of  data points from Epic, Centricity, 
and the Cancer Registry, and returning all data points is not feasible. We do have standard dictionaries of  labs, 
medications, diagnoses, and procedures, which can be browsed interactively using i2b2.

Data points requested:  “Chemotherapy, staging, histology, etc.”

Reason this request cannot be fulfilled: Each data point must be specifically named in the request. Research-
ers who are not domain experts in the area for which they are requesting data are encouraged to work with a 
collaborator with the necessary domain expertise to specify relevant data points.

Data point requested:  “Cause of  death.”

Reason this request cannot be fulfilled: While this data point may exist in text notes, it is not a discrete field 
in any electronic system. Requested data points must correspond to a discrete field in an electronic system, or 
users may request de-identified text notes from which to do manual abstraction.


