Testimony of Deborah Beranek Lafky, MS

Kay Center for E-Health Research

School of Information Systems and Technology

Claremont Graduate University

Claremont, CA

_________________

Putting the Consumer in the Driver’s Seat: A User-Driven Approach to PHR Design
_________________

Before the American Health Information Committee
Consumer Empowerment Workgroup

July 27, 2006
Good morning Co-chairs and members of the workgroup. My name is Deborah Lafky and I represent the Kay Center for E-Health Research, associated with the School of Information Systems and Technology of Claremont Graduate University in Claremont, California. Prior to the formation of the Kay Center, I was the Director of Information Technology for the Epidemiology Division of the University of California (Irvine) School of Medicine, and a member of the informatics core for two NCI cooperative cancer registries and a portion of the NCI-CDC joint Surveillance Epidemiology and End Results (SEER) program. I have been an information systems professional since 1978.

The mission of the Kay Center for E-Health Research is to advance scientific understanding and provide input to public policy relative to how new electronic health systems can best incorporate health and disability data needs so as to enable industry efficiency and promote societal welfare. A key initiative presently underway at the Center is to develop an in-depth model of the prospective users of Personal Health Records (PHR) systems, preliminary findings of which I will discuss today.
Personal Health Records Systems Must be User-Driven

One of the questions put before today's workgroup participants is "who should identify the most important elements of a PHR?" The Kay Center's affiliation with information systems research leads us to a stakeholder orientation in answering this question, and specifically to the notion that, for the type of system represented by PHR, a user-driven design is essential. We contend that the user's is the most important voice in identifying the elements of a PHR and that PHR design should emerge from our understanding of users.
PHR systems represent a new model of information system design in that they are voluntary, longitudinal over long periods, may have differing degrees of affiliation with institution-based records systems, and must be designed to serve all individuals in a population that varies tremendously in terms of health information needs, computer self-efficacy, and access to personal information technology. PHR systems are also fundamentally different from other types of information systems designs in that they are intended to serve the end user’s needs, as opposed to the needs of an organization to which the user belongs. The body of information systems research has consistently demonstrated that user satisfaction and engagement are greater when the end user has had a meaningful role in system development. Thus, a user-driven approach to PHR system design is called for by the very nature of the system. This user-centric philosophy is further underscored by the IOM recommendation that the user should be the "source of control" in a PHR system. 
User-Centered System Design Depends on Knowing the User
The process by which user needs come to be understood is qualitatively different in user-centric designs vs. organization-centric designs. In the latter, the main goal is to accurately model organizational processes and to implement them in a framework of software that facilitates their appropriate execution by users. End user input in such designs is often limited to two areas, describing business processes and responding to user interface prototypes. By contrast, user-centered designs include the user in every phase of system development, from initial conceptualization through final acceptance testing of the resultant design. Given the size and diversity of the U.S. population, though, such close involvement of users in system design might seem an insurmountable challenge. We believe that an effective way to begin to address this challenge is to develop a generalized model of PHR users through the close study of representative samples of this population.
Toward a PHR User Taxonomy
Our present research project uses both qualitative and quantitative methods to understand PHR users and to then create a user taxonomy that will contribute a better understanding about broad systems design principles and raise the understanding of the “user” construct from the situationally specific to a higher level of abstraction that is useful in making generalized decisions about system design. In our study, we are proceeding from a core set of 17 PHR dimensions identified in earlier work (Laky, et al. 2006). Of these, four had been identified as key concerns: privacy, security, consumer control and interoperability. Our main hypothesis has been that PHR needs will differ based on health status, i.e. whether a person is well, not well (chronically ill, acutely ill, injured), or disabled. We have collected initial data to probe user needs with respect to our four key dimensions plus user health status.
Preliminary Findings
Senior Americans represent a most interesting study group for the purpose of characterizing PHR users. Simply because they have more life experience, seniors are among the most likely citizens to have had multiple or continuing encounters with the health care system. Seniors are also more likely than working-age adults to be managing chronic conditions such as vascular diseases, and diabetes; conditions where frequent monitoring and medication management are important. For our initial sample group, therefore, we solicited volunteers from a retirement community in Southern California. These volunteers ranged in age from 67 to 94 and had health statuses ranging from fully well, through mild chronic conditions, to serious acute disease. Their computer skills ranged from sophisticated to non-existent. Each volunteer participated in a 30-60 minute interview consisting of open-ended questions related to personal health information management and the dimensions of privacy, security, consumer control and interoperability.
Our group expressed a consistently positive response to the idea of PHR. When asked about their preferences for a national system implemented at the federal level vs. systems supplied by private providers, responses were evenly divided, although most respondents included a proviso that any PHR system must come from a trustworthy source. Several respondents specifically expressed reservations about the trustworthiness of government providers as well as private providers, such as insurers. More research on the topic of provider trust as a determinant for the locus of a PHR is indicated.
With regard to personal health information privacy, the majority of respondents expressed the view that privacy was not a high-priority concern. This was a surprising finding and will be followed up more intensively in the next, quantitative, phase of our study.

In terms of PHR security, the majority of respondents cited this as a low-level concern. Reasons for this included their perception of a PHR security breach as presenting low risk to them as individuals. Respondents indicated that their concerns about security might be higher if they were working age and had reason to secure their personal health information from employers or insurers. When questioned about preferences for using Social Security number vs. a healthcare-specific unique identifier, respondents expressed a slight preference for SSN and few reservations about security risks associated with such usage.
The majority of respondents would be willing (and some would be eager) to control their personal health information and actively manage it using a suitable tool. However, several respondents related that certain information in their medical records ought to be the exclusive province of health care providers. The key example cited was prognosis notes. Most of the respondents indicated that they would be comfortable granting unrestricted access to their health information to a healthcare proxy, such as a family member or trusted friend. Fewer would be willing to entrust a professional proxy with such access.
The key issue with regard to interoperability is the accessibility of medical records when multiple providers are involved. Most of our respondents had experienced gaps in medical documentation due to lack of interoperability. Some have gone so far as to prepare elaborate paper-based personal health records to facilitate information sharing among their providers. Respondents expressed a strong desire to have their complete medical data set available to all of their providers.

Conclusions
The striking finding of our preliminary analysis is this: some common assumptions about how Americans think of their personal health information and PHR may not be empirically supported. For example, the assumption that seniors are more attuned to and concerned about this issue, and in particular the aspects of privacy and security, is not supported in the case of our sample. This presents a strong argument for continued, fundamental research into the real needs and desires of prospective PHR users. Such research should precede the specification of feature and function sets if we are to create an infrastructure that will truly serve the needs of all Americans and create the "ready access to relevant, reliable information and secure modes of communication [that] would enable consumers, patients…and others to address personal and community health concerns far more effectively” (2001, NHII Report).
Thank you for the opportunity to present this testimony. I will be pleased to answer any questions.
_________________________
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