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21  Study Design

The COSP Multiste Research Initiative is desgned as a multi-Site study to compare the added
benefits of participation in consumer operated research programs while using traditiona mental
hedlth servicesto using traditiond servicesaone. The Missouri Inditute of Mentd Hedth
(MIMH) and R.O.W. Sciences have joined together to act as the COSP Coordinating Center.

In addition, there are currently 7 study Sites funded by the Center for Mental Health Services
(CMHS). Federal Representatives from the CMHS round out the list of collaborators forming
the COSP Multisite Research Initiative. The study sites, collaborating with the Coordinating
Center and participating Federa representatives, have joined together to desgn a
comprehensive multi-Site protocol.

CMHS Federa Team Elizabeth McDond Herr, Ph.D.
Crygtd Blyler, Ph.D.

Coordinating Center

Missouri Indtitute of Mental Hedlth MO | Jean Campbell, Ph.D.

Study Sites

PEER Center FL Dianne Cote

HiCA CA

Boston University MA | E. Sdly Rogers, Ph.D.

Universty of Chicago IL Patrick Corrigan, Ph.D.

Center for Psychiatric Rehabilitation

Mt. Sinai School of Medicine CT Susan M. Essock, Ph.D.

Mentd Hedth Association of Southeastern PA Joseph Rogers

Pennsylvania Mark Sdtzer, Ph.D.

University of Southern Maine ME | Ruth Raph, Ph.D.

Vanderbilt Universty Medica Center TN W. Thomas Summerfdt, Ph.D.

2.2 Administration of the COSP M ultisite Resear ch I nitiative
221 Steering Committee

According to the GFA, the Steering Committee is composed of the study sSite principa
investigators, one consumer from each of the sudy stes who is sdlected by the study Ste
Consumer Advisory Pand (CAP), one CMHS staff collaborator, and the principa investigator
of the Coordinating Center.  Attendance of principa investigators at Steering Committee
meetings is mandatory unless there are extreme extenuating circumstances.

To assure continuity, Consumer Steering Committee members serve terms of a least one-year,
unless there are extenuating circumstances. If designated consumer Steering Committee
member cannot attend Steering Committee meetings, the CAP at the COSP Site sdlects an
dternate member to attend the Steering Committee meeting. The COSP principa investigators
are respongble for assuring that site Steering Committee members or dternates attend Steering
Committee mestings.
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During Steering Committee meetings consensus is sought in the decison-making process, if
timely, appropriate, or possble. At any point in a Steering Committee meeting, a Steering
Committee member can cdl for avote. Decisonsthat cannot be achieved through by
consensus will be made by mgority vote. Each Steering Committee member castsasingle
vote.

Face-to-face Steering Committee meetings are chaired by the Steering Committee co-chairs
and the Coordinating Center Principd Investigator. The Steering Committee co-chairs facilitate
meeting adminigtration agenda items, keep the meeting on focus and on time, and other
responsbilities as identified by the government project officer, the SC chairs, and the
Coordinating Center principa investigator. Steering Committee teleconferences are moderated
by the Coordinating Center Principal Investigator or the Steering Committee co-chair.

Leadership of the Steering Commiittee rotates annudly. Ruth Raph, Ph.D. and E. Sdly Rogers,
Ph.D. served as co-chairs during the first year. W. Thomas Summerfdt, Ph.D. serves asthe
chairperson during the second year.

222 Coordinating Center

The Missouri Indtitute of Mental Hedth (MIMH) serves as the COSP Coordinating Center.
Thiseffort isbeing led by Jean Campbdl, Ph.D., anationaly recognized mental health consumer
researcher a MIMH, and Matthew Johnsen, Ph.D., aresearch director at R. O.W. Sciences,
Inc. and hedlth services and disability researcher. Duties of the MIMH CC include: (1)
providing technica assistance (TA) to study sitesin areas such as evauation research; (2)
working collaboratively with sites to develop the Common Protocol (CP); (3) monitoring the
implementation and fiddlity of consumer-operated service programs, (4) maintaining a data
repository; (5) utilizing the common database to conduct cross-Site analyses of the impacts and
cost of service delivery; and (6) disseminating knowledge gained through this project.  Closdy
linked with these specific activitiesis the overdl responshility of the Coordinaing Center to
provide input and direction to ensure the scientific integrity of the multisite study.

There are four task forces of the CC: (1) The Cost Analysis Task Force, led by Brian Y ates,
Ph.D. and composed of expertsin cost anadysis; (2) the Methods and CP Task Force, led by
Paul Binner, Ph.D., and composed of research design and survey protocol experts and
consumer researchers, (3) the Cultural Diversity and Competency Task Force, led by Jaime
Degado, and composed of expertsin integrating sengitivity to ethnic/race, gender, and disability
issuesinto mental hedlth programs and evauations; and (4) the Consumer Research and
Provider Task Force composed of consumer researchers and service providers with expertise
in evauation and service provison.

Since the collaborative nature of the CC necesstates a communication system that alows for a
congtant flow of information between participants in avariety of moddlities, the CC has
developed aweb-gte, aseries of Internet mailing lists, and web-based chat room. MIMH
believes that by developing meaningful roles for stakeholders throughout the critical knowledge
exchange functions of the CC, atrue partnership can be established and maintained anong
consumers, providers, and researchers based on equity and cooperation. By successtully
fogtering alearning community among dl participants, the MIMH Coordinating Center can build
an outreach infrastructure of multiple independent study Sites dedicated to understanding
consumer-operated services.
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2.2.3 CMHSFederal Team

The federd Center for Mentd Health Services is responsible for funding the Cooperative
Agreements that form the basis of the COSP Multisite Research Study. Because of this, the
CMHS Federd Team has a specid relationship with the study.

Fird, as represented within the GFA, Federd representatives are participants on the Steering
Committee and have, collectively, a Sngle vote within Steering Committee votes. In thisrole,
andin the ddiberations of the Steering Committee, Federd representatives weigh in on matter
of science, practicdity, and multi-Site experience to help shape the decisions of the Steering
Committee.

Second, as Project Officers for both the individua study sites and for the multisite coordinating
center, members of the Federa team provide input and guidance about operations and
problems that may emerge, including providing problem solving assistance and input related to
scientific matters.

Third, the Federal representatives are responsible for monitoring and addressing the boundary
that is established by the GFA, the origina notice that provided the working rules under which
the COSP multisite research initiative would be conducted. As described at the first meeting of
the Steering Commiittee, on issues taken by the Steering Committee which violate the origind
intent of the GFA, Federd representatives are responsible for interpreting and maintaining these
boundaries.

224 Consumer Advisory Panel

A unique and particularly sdient characterigtic of the COSP mullti-Ste study isthe extensive
involvement of consumersin every aspect of theinitiative. As mentioned previoudy, in addition
to the principa investigators, seven consumer representatives serve on the COSP national
Steering Committee as voting members. Each study Siteis required to have a Consumer
Advisory Pand (CAP) to serve as amechanism to generate input from consumers a the
individua study stes. Consumer representatives and dternates to the Steering Committee are
elected by loca CAPs.

In addition, the nationd Consumer Advisory Pand is made up of consumers and consumer
researchers in the COSP Multisite Research Initiative. The national CAP congsts of members
who represent two levels of consumer representation: those who will be assessed and those
who understand and represent the larger consumer viewpoint. The national CAP is charged
with: training consumers involved in the multi-site study in the language of research, providing
mutua support, advocating for the consumer point of view in the COSP subcommittees and
work groups, and representing the viewpoint of the study participants.  The national CAP
convened initidly a the 1 face-to-face SC meeting. ZahiraDuVall, director of the Portland
Codlition in Portland, Maine, was dected chair a the 2™ face-to-face SC meeting. The nationd
CAP currently has 30 members who participate in face-to-face SC meetings, CAP listserv, and
teleconferences.

| ssues addressed by the CAP have included: (1) measurement of diagnoses, symptoms, and
distress; (2) review of coercion scales and development of anew coercion scae; (3) review of
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demographic language and items regarding sexud orientation, religion/ soiritudity, and finances
and entitlements; (4) review of socid support scale; (5) recommendation of recovery measures,
(5) overdl review and recommendations on revisons to the entire draft basdine CP; and (6)
development and refinement of common ingredients of COSPs,

At the COSP MIMH Coordinating Center level, several consumer staff members have been
hired. Further, the Coordinating Center has subcontracted with a number of consumers who
consult to the project.

2.3  Study Population

Study participants are defined as persons age 18 and over who currently or at any time over the
past year have had a diagnosable mentd, behaviord, or emotiona disorder of sufficient duration
to meet diagnodtic criteria specified within the DSM- IV that has resulted in functiond
imparment which subgtantidly interferes with or limits one or more mgor life activities.



