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Administrative Overview


The ASTRA Stroke Registry (HSC # 9226) currently is administered by Joan McDowd in the Landon Center on Aging.  The administrator is responsible for keeping HSC approval current, submitting HSC amendments as necessary, overseeing database recruiting efforts, overseeing database queries and responses, and communicating with investigators.

Purpose


The database is intended to be a resource for researchers doing human subjects research with stroke, providing access to a population of willing research participants.  The functions of the database are to co-ordinate recruiting, gather medical records and other pertinent information on database members, respond to requests for potential participants, and track database members’ participation history.
Database Processes
Requesting participants:  Overview

· Investigators requesting participants will provide information about their study requirements and inclusion and exclusion criteria for their desired sample. 

· The database coordinator will identify potential participants, and make an initial phone call to see if the person is interested.

· The database coordinator will pass the name, contact information, and other relevant variables along to the investigator for more detailed screening if necessary, and scheduling appointments.

· The investigator will return information to the database coordinator regarding the participant.

Requesting participants:  Details
1. Approved investigators can make a request for potential research participants using the form at http://www2.kumc.edu/coa/Research/ResourcesResearches.htm.  
2. The completed form should be sent to the database coordinator Sara Kurtz (skurtz@kumc.edu) and Joan McDowd (jmcdowd@kumc.edu).  Please note that an initial request must also be accompanied by a stamped copy of the HSC-approved consent form.
3. Generally within one week of their request, investigators will receive a list of five names of potential participants.  These potential participants will meet the inclusion/exclusion criteria listed on the request form.  They will also have received an initial screening phone call from the database coordinator to determine their interest in the project.   
4. The investigator then contacts these individuals to do additional screening if necessary, and to schedule testing appointments.

5. Once the five potential participants have been either scheduled for testing or excluded by the investigator, the investigator conveys that information back to the database coordinator, along with any other relevant information for the database (e.g., test scores, medical records, etc).  Following this response from the investigator, an additional set of participants will be identified as necessary.
Expectations Regarding Use of the Database

· The database coordinator will provide names of potential participants to investigators in a timely manner.

· Investigators will return the list of names to the database as soon as possible after recruiting them for the study for which they were requested.

· The database coordinator will update information received from investigators in a timely manner.

· Investigators will share relevant demographic information, including access to brain imaging where appropriate, with the database.

· Investigators will not recruit participants into multiple studies, but only into the study for which they were requested.  

· Investigators will not share names and contact information with one another, but will return names to the database when participation is complete, thus making those names available to other investigators.

· If investigators recruit participants from sources other than the database, they will also try to recruit those participants into the database.  Consent forms are available for access any time at http://www2.kumc.edu/coa/Research/ResourcesResearches.htm.  
Investigators who do not meet these expectations will not be allowed access to the database.
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