HHS Privacy Impact Assessment (PIA)

Date of this Submission: 11/24/2003

HHS Agency (OPDIV):
AHRQ

Title of System or Information Collection: HCUP User Support Database

Is this System or Information Collection new or is an existing one being modified? New System

Identifying Numbers (Use N/A, where appropriate)

Unique Project Identifier Number: N/A

System of Records Number: N/A


OMB Information Collection Approval Number and Expiration Date: N/A

Other Identifying Number(s): N/A

Description

1. Provide an overview of the system or collection and indicate the legislation authorizing this activity.  

The Healthcare Cost and Utilization Project (HCUP) is a family of health care databases and related software tools and products developed by the Agency for Healthcare Research and Quality (AHRQ) within the Department of Health and Human Services, with the cooperation of state and private data organizations.  HCUP databases contain health care information that data organizations collect from health care providers and transmit to AHRQ.  AHRQ maintains the HCUP databases, which create a national resource of health care information that includes the largest collection of hospital discharge data in the United States.  HCUP databases enable public health activities related to improving the quality of health care and health services delivery, as well as research on a broad range of policy issues including cost and quality of health services, medical practice patterns, access to health care programs, and outcomes of treatments at the national, state, and local levels. Under the Healthcare Research and Quality Act of 1999, 42 U.S.C. §299 et seq., AHRQ is authorized to collect data for the purpose of enhancing the quality, efficiency, and effectiveness of health services, and access to health services.  AHRQ fulfills this mission in part by engaging in public health activities such as promoting improvements in clinical and health system practices, including practices aimed at the prevention of disease and other health conditions.
  For example, AHRQ is authorized to develop and disseminate information to consumers and professionals regarding health care quality, technology assessment, and the scientific evidence supporting health practices.
  Congress has also authorized AHRQ to undertake initiatives that advance public and private efforts to improve health care quality nationwide.
 

AHRQ has been designated the lead Federal agency for quality of care research, charged with the responsibility of coordinating all Federal health services research. 
   Under the Healthcare Research and Quality Act, AHRQ conducts and funds studies of the quality, appropriateness, and effectiveness of health care services and the organization, financing, and delivery of these services.  

In order to provide a bridge between developers of HCUP products and users, AHRQ has established an HCUP Support Task.  The Support Task supports not only the data products and users, but the growing number of tools and products that have been developed for use with HCUP and other administrative data.

One of the major objectives for HCUP is to create restricted access public release versions of the data for public and private users for purposes of research and aggregate statistical reporting.  The HCUP Support Task allows the provision of technical assistance, the updating of tools and products, and the development and implementation of a marketing and dissemination strategy.  The goals of the support task are to help demonstrate and increase the value and use of HCUP, make the project more responsive to users' needs, and increase the use of administrative data for health services research, health policy analysis, and quality measurement and improvement.  

Technical assistance is provided in response to requests for general information about HCUP data or tools, detailed information or explanation about technical issues such as the sampling methodologies, format libraries, loading programs or programming logic, research issues such as which database to use for a particular project and insights about whether HCUP data can support certain kinds of projects. The HCUP contractor provides a mechanism for documenting suggestions or requests for improvements made by users in the course of the technical assistance process. 

Technical assistance is referenced in email by database or tool categories and generally encompasses the following:

· Guidance on using HCUP and directing users to written documentation

· Guidance on selecting an appropriate data base and how to obtain it

· Guidance on selecting and using a tool, and how to access the tool or obtain it

· Help troubleshooting software problems

· Investigating potential data errors

· Guidance on programming issues

· Help in interpreting output 

· Answers to questions about appropriate use and reporting of data analyses

· Other types of approaches to be decided upon during the course of the project

Technical assistance is provided through the following procedures:  

· Meetings with AHRQ staff to receive guidance on providing assistance

· Development and maintenance of a log to track basic information about users

· Offer and promote technical assistance to users

· Receive and analyze requests for assistance

· Provide a toll‑free help line and email address to receive requests and provide assistance

· Redirect individuals to other resources where appropriate, for example, American Hospital Association, or the National Center for Health Statistics, depending on the needs of the user)

· Development and maintenance of FAQs with search capability

· Collection and reporting ideas/requests for improvements/expansions for technical assistance and/or the HCUP products overall to the AHRQ HCUP team

· Secure feedback from those requesting technical assistance to assess the effectiveness of the service and report

The HCUP Contractor is developing a database of information on users of HCUP products that can be used for several purposes, including: (1) to inform current and potential users of new products or product updates, (2) to inform future development and improvements of HCUP products, and (3) to collect information from users to assess value of the HCUP products and in order to fulfill GPRA requirements.  The database is being developed taking into account Federal regulations regarding privacy of individuals.

The database is designed to distinguish between different types of individuals and organizations, e.g., users of different products, current users vs. those who have only expressed interest in learning more about HCUP products.  The Contractor is designing methods to allow users and others to voluntarily provide identifying information to enable communication with the users (complying with any Federal regulations applicable to such activity).

The database will include the following types of users:

a) Database of (NIS, Central Distributor SID, and KID) purchasers and users.

Information on these users is being collected currently as part of the Central Distributor.  Information on past purchasers will be provided to the Contractor by AHRQ. 

b)  Users of Web-based products. 

The Contractor may develop methods to track users of the HCUP products that are accessed or disseminated on the HCUP website, such as HCUPnet and the CCS.  For example, the Contractor may develop methods and software to request users to register at the website to obtain updates on products, including contact information. Users will provide information on a voluntary basis.

d) Technical Assistance Users.  

Maintain list of individuals/organizations that receive technical assistance. 

The Contractor has been asked to include a summary of information (non-identifiable) from this database (e.g. type and number of users of each product line) in the monthly and annual progress reports.

The Contractor has also been asked to propose, develop and implement an approach to getting feedback on products. The feedback collected should include leads for "user stories" that describe how individuals or organizations are using the HCUP products.  Of particular interest are stories that involve improvement of quality, access or costs of care.  The Contractor shall also obtain feedback to improve existing products and to inform decisions about new products to develop in the future.

The Contractor provides AHRQ, on a quarterly basis, a written description of feedback received.  Annually, the Contractor shall deliver the lead for at least one "user story".  The lead for each story should include:

· Description of the use and why it illustrates that HCUP was used to impact cost, quality or access to care (about 2-3 sentences);

· Who the Contractor talked to about the user story;

· Contact information (phone number or email address)

AHRQ staff follow-up on the leads to gain permission from the data user for development of full user stories.

2. Describe the information the agency will collect and how the agency will use the collected information. Explain how the data collected are the minimum necessary to accomplish the purpose for this effort.

To minimize contract costs and user burden, the approach to obtaining feedback shall be incorporated into other project and contract activities as much as possible.  It is very common for users to provide feedback on HCUP products while they are receiving technical assistance, participating in HCUP conference presentation sessions, or being the recipient of HCUP dissemination activities.  For example, as part of the marketing and dissemination activities, individuals discussing HCUP products at conference booths may mention how they are using HCUP data and the successes they have had.  Or, they may mention other products that would be useful for HCUP to develop.  As another example, a technical assistance question may reveal a flaw in one of the HCUP products or an unmet need.  HCUP’s approach for obtaining feedback relies on voluntary exchanges of information and takes into consideration Federal regulations regarding the collection of information from the public.

3.   Explain why the information is being collected.

The HCUP is developing a database of information on users of HCUP products that can be used for several purposes, including: (1) to inform current and potential users of new products or product updates, (2) to inform future development and improvements of HCUP products, and (3) to collect information from users to assess value of the HCUP products and in order to fulfill GPRA requirements.  The database is being developed taking into account Federal regulations regarding privacy of individuals.

4.   Identify with whom the agency will share the collected information.

AHRQ HCUP project staff and authorized contractors have access to the information.  

5.   Describe how the information will be obtained, from whom it will be collected, what the suppliers of information and the subjects will be told about the information collection, and how this message will be conveyed to them (e.g., written notice, electronic notice if a web-based collection, etc.).  Describe any opportunities for consent provided to individuals regarding what information is collected and how the information will be shared.

Information is collected from individuals who apply for access to HCUP restricted access public release data, from users who e-mail or phone for technical assistance on use of HCUP data, and from individuals who volunteer information at conference exhibit booths and/or request to be contacted by a member of the HCUP staff team.  To date, suppliers of information have not been informed about the information collection.  The HCUP application and data use agreements are undergoing revision to include information for the suppliers about their opportunity to opt out of inclusion on the mailing list. 

6.    State whether information will be collected from children under age 13 on the Internet and, if so, how   parental or guardian approval will be obtained. (Reference: Children’s Online Privacy Protection Act of 1998)

Information from children under the age of 13 is not colleted.  

7. Describe how the information will be secured.

Hard copies of information are maintained in locked cabinets.  Electronic files of e-mails received through technical assistance are kept on a secure LAN.  An electronic listing of individuals who have filled out applications and/or data use agreements is also kept in locked storage and is not maintained on network-connected computers. 

8. Describe plans for retention and destruction of data collected.

Technical assistance e-mails are destroyed on a yearly basis.  HCUP databases currently span a 12 year period and requirements for protecting the privacy and confidentiality of HCUP data has no expiration date in the data use agreements.  There are no plans for destruction of the HCUP applications or data use agreements.  

9. Identify whether a system of records is being created under section 552a of Title 5, United States Code (the Privacy Act), or identify the existing Privacy Act system of records notice under which the records will be maintained.

Plans are underway to create a system of records.
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