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Appendix C

Literature Review

A REVIEW OF LITERATURE AND RESEARCH
ON THE USE OF
CONSUMER SURVEYORS IN ASSESSING THE QUALITY OF SERVICES
A peer-to-peer surveyor is one approach to administer the consumer survey. However, questions about the efficacy and potential bias of consumers assisting other consumers in
completing MHSIP Consumer-Oriented Mental Health Report Card consumer surveys has been raised.
A review of the literature and a series of interviews with experts in the field of consumer evaluation of services was conducted to determine if there was adequate support for endorsing
this methodology. Twenty-nine individuals were contacted by phone and/or via internet. The results of this literature search and interview process show significant support for the use of

peer-to-peer surveyors as an appropriate and valid methodology.

A summary of the information gathered follows below.

1) Patients with serious mental illness were surveyed on their perceptions about housing and community based treatment. Face to face surveys were conducted by clinicians and
consumers. The 1995 study by Minsky, Ed.D, Riesser, Ph.D., and Duffy, A.C.S.W., indicated: " Analysis showed no difference in response type by type of interviewer."

2) 530 patients with serious and persistent mental illness were surveyed by clinicians and patient surveyors on their perception of service quality, amount and kinds of service received.
The 1993 study by Polowczyk, Ph.D. et al. found: "In general patients surveyed by both groups of surveyors reported a high level of satisfaction with outpatient services."
Additional analysis revealed, "This finding suggests that subjects seen by the patient surveyors were significantly less satisfied with treatment or gave more honest responses.
The patient-patient survey may have permitted more openness or truthfulness by minimizing socially desirable response sets. Patients surveyed by other patients may have
felt more free to reveal their dissatisfaction." The study concludes; "Consumer involvement may help improve research validity and needs to be explored further".
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3) The state of New Jersey utilized consumers as survey interviewers to assess persons with serious mental illness having past long term hospitalizations, currently residing in the
community. The survey focused on consumer perceptions about quality of life in nine domains. The results of the survey (450 Project) found that clients held positive perspectives about
their lives in the community. The 1996 report on the project states, " A by-product of the survey, perhaps no less significant than the evaluation's results, was the opportunity to
utilize consumers as survey interviewers. Consumer participation in this context proved beneficial in a variety of ways and on a number of fronts from the interviewers
themselves, to the 450 Project, to the Division of Mental Health Services. Their awareness made it possible to elicit information others with less sensitivity would have found
impossible and to complete interviews where others might have failed."

4) Sinikka McCabe and Rae Unzicker report, "The involvement and input of consumers as evaluators and researchers is another significant aspect of note (in mature mental health
systems). . . both New York State and the City of Philadelphia employ consumer/survivors to conduct their studies ("What Makes Mental Health Programs User Friendly?", 1993).
Tanzman (1993) reports on eighteen studies that used consumers or former patients to collect data on consumer preferences. Anagnos, McConnell, Chafetz, and Barto (1993) describe a
program in San Francisco that uses community members as well as mental health service consumers to collect data to evaluate clinicai services. Also, several qualified consumer-
researchers on both coasts have begun to influence the research methods and the research agenda of many agencies. The Center for Mental Health Services has involved
consumer/survivor-researchers in the Mental Health Systems improvement project, an effort to improve state level mental health management information systems."

5) Dr. Jean Campbell of the Missouri Mental Health Institute has conducted research on consumer involvement in assessing services. In her book Towards Collaborative Mental Health
Outcomes Systems she states, "In mental health services research, meaningful inclusion of consumers has enriched the process of good science by illuminating important discrepancies
between perceptions of consumers and professionals." She supports her view about the value of using consumers in research and evaluation by citing Continuous Quality Improvement
concepts where "Feedback from customers provides the data necessary for establishing a reiterative process called Continuous Quality Improvement." She notes Participatory Action
Research (PAR) which involves subjects in becoming co-researchers through a repetitive and cyclical process of diagnosis, analysis, action, and evaluation with constant feedback loops.
PAR stresses respect for and reliance on the needs and expertise of the people under study from start to finish. She cites seven research studies to support her statements. She reviews
Constituency-Oriented Research and Dissemination and Pioneer Dialogues as consumer involvement approaches to assess services.

6) Kathleen Stacy, et. al, in the article "Breathing Life Irto Collaborative Research" cites collaborative researchers (Erlandson, Harris, Skipper, & Allen, 1993) conclusion this type of
research "takes responsibility for inviting empowerment, being educative, and facilitating connection." Stacy concludes, "Collaborative research in mental health also goes beyond many
qualitative methods of research which do not capture the richer meanings that fall both within and outside of numbers. In many qualitative approaches to research, researchers still remain
the experts on what is to be researched and what the outcomes then mean about the participants. In collaborative research, participants as "co-researchers" shape what is most important to
be researched and how the research occurs, and then influence what this means about them as people and the experiences, therapy or program in which they have been involved.

7) The 1996 National Health Law Program study on state's Medicaid Managed Care programs noted the following:

a. The federal Medicaid Act requires three methods of consumer involvement: consumer representation on medical care advisory committees, the employment of low-income
consumers as community-service aides or in the administration of the state plan, and fair hearings before the state Medicaid agency.

b. Regardless of whether consumer involvement mechanisms are legally required or voluntarily initiated, a fairly uniform set of mechanisms are being used to involve Medicaid
recipients in managed care. Each state reports that it uses at least one consumer involvement mechanism.

c. Telephone hotlines and consumer surveys are used in most states and by some health plans. Interest in consumer surveys and report cards as tools for consumer plan selection is
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rapidly expanding. In particular, the need for consumer involvement in the development of the survey instrument is achieving wide-spread recognition.

d. Reports from Colorado's and New Mexico's MHSIP surveys indicate that consumers needed and welcomed assistance with the Survey. Judy Hall of Colorado stated that Consumer
Surveyors "report that many consumers they talk with are hesitant, have difficulty, or are unable to fill out the survey without some assistance."

e. Discussion with numerous researchers about potential bias in the use of consumer surveyors indicated (with one exception*) that bias of that type was not a factor. Most cited
advantages to consumer assisted survey responses.

* Arthur R. Smith, President of Advantage Management, stated that bias is a factor in consumer assisted survey results. He states, "It truly needs to be an independent evaluation." No research was cited to support his
opinion.
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