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Introduction


All information collected on particular study subjects is confidential.  This document describes the procedures used to insure confidentiality in data collection, assembly of data sets, and web sites.  The document also describes procedures used to share information within study investigators, and procedures for making information public.  The pathways web site has a public section (to facilitate dissemination of research and results), and a private section (to facilitate communication among ongoing data collection, analysis, and research).

Data Collection


Data are recorded on paper forms by interviewers in face to face interviews.  These data are processed to form electronic data sets.  The data sets are analyzed to produce study results.  The study requires following subjects over time.  For this reason, additional contact information is collected so that subjects can be interviewed one year after their baseline interview.  

Data Processing  


Data are collected on paper forms (instruments) by interviewers.  The interviews contain some contact information in addition to responses to numerous questions.  At the baseline interview, each subject is assigned a unique study identification number (MASTERID) that will not reveal the identity of the subject.  The instruments are scanned to produce an electronic image, and an abstracted data file.  The paper copies of the instrument are stored in a locked cabinet.  The electronic images are stored in a password protected directory accessible only by Raul Pino, or his designate.  The abstracted data file is assembled to include data from all interviews.  The abstracted data is separated into two data files.  One data file contains subject tracking information, and allows individual subject identification.  A second data file contains information from the instrument with subjects identified only by the MASTERID number.  

Confidentiality of Subject Tracking Procedures

This study requires longitudinal follow-up of study subjects.  The tracking data enables subjects to be contacted at the follow-up interview.  Tracking data is confidential and kept in separate data file.  These data can be linked to the analysis data via the MASTERID.  The data is accessible only by the study manager (Raul Pino) and principal investigator (Jean Schensul).  Electronic copies of the data are stored in a password protected area on local area network.  

Confidentiality of Basic Data


Basic data sets contain no information that would allow subject identification, apart from the MASTERID.  Permission to access to basic data sets is limited by the Principal Investigator (Jean Schensul).  

WEB Sites


The Pathways project has a basic WEB site, with the project overview and contact information accessible.  All other information on the WEB site is password protected.  At the discretion of the Principal Investigator, Jean Schensul, additional information may be publicly accessible.
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