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Research Strategiés for Consumer

Empowerment of People with Severe
Mental Illness

Charles A. Rapp, Wes Shera, and Walter Kisthardt

Research concerning the care and treatment of people with severe
mental illness has not been consonant with the well-established
emphasis on consumer empowerment in social work and the
psychiatric rehabilitation field. This article provides a set of research
strategies that would help bridge the gap. We argue that research
should amplify “the voice of the consumer” by attending to the context
of research, the vantage point, the process of formulating research
questions, the selection of interventions to be tested, the selection of
outcomes and measures, and the dissemination of research results.
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to accept a leadership role, social work is in-

creasingly becoming the dominant profes-
sion in the community care and rehabilitation of
people with severe mental illness. There are more
social workers emploved by community support
programs than any other profession. The past de-
cade has witnessed a substantial growth in social
work research in this area (Rubin, 1984; Videka-
Sherman, 1988) and in specialized course work in
master of social work curricula (Ewalt & Rapp,
1987). Coupled with this level of activity has been
social work’s historical concern with the empow-
erment of a variety of consumer groups.

The National Institute on Disability and Reha-
bilitation Research (NIDRR) and the National
Institute of Mental Health (NIMH) are the federal
government agencies devoted to improving the
lives of people suffering from severe mental illness
and are the principal funders of research in this

!' s if responding to Wintersteen’s (1986) call

area. Through their national leadership in re-
search, training, and service, much has been ac-
complished in reducing stigma, creating oppor-
tunities, and enhancing the quality of these
citizens’ lives. Increasingly, both organizations
have seen the empowerment of severely mentally
ill people as central to achieving their mission.
Consumer participation in services, planning and
administration, self-help initiatives, and concern
for consumer rights have been dominant con-
cerns as reflected in administrative rules and
regulations, speeches, conference presentations,
and testimony before Congress (Reissman, 1990;
Rose, 1991). However, the research conducted in
mental health and rehabilitation often does not
reflect this empowerment agenda and in many
ways undermines it. This article describes re-
search strategies that are more consonant with
the professed values of social work and the em-
powerment social agenda.
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Empowerment Paradigm

Empowerment has been described as a multilevel
construct that emphasizes health promotion, self-
and mutual help, and multiple definitions of compe-
tence (Zimmerman, in press). Gutierrez (1990) defined
empowerment as a process of increasing personal,
interpersonal, or political power so that individuals
can take action to improve their life situation. Oth-
ers have defined it as “an intentional, ongoing pro-
cess centered in the local community, involving mu-
tual respect, critical reflection, caring and group
participation, through which people lacking an equal
share of valued resources gain greater access to and
control over those resources” (Cornell Empower-
ment Group, 1989, p. 2). Although a systematic
operationalization of this construct in social work
practice is still emerging, there has been a significant
growth in the literature that uses empowerment in
various phases or fields of practice. For example, this
literature discusses how empowerment can be used
in child welfare (Hegar & Hunzeker, 1988), with
women of color (Gutierrez, 1990) and Asian immi-
grants (Hirayama & Cetingok, 1988), with families
(Dunst, Trivette, & Deal, 1988), and with people
with severe and persistent mental illness (Rose,
1992).

Reissman (1990) described a consumer-cen-
tered model of human services for the 1990s that
calls for the restructuring of help so that those
who ordinarily receive help will function as pro-
ducers of help. Self-help groups, peer helping, and
self-care are prime illustrations of this model.
Some of the central features of the emerging em-
powerment paradigm include treating clients as
subjects rather than as objects; focusing on clients’
strengths rather than on pathology; clients ac-
tively participating throughout the helping pro-
cess; seeing resources as the total community
rather than just as formal services; emphasizing
the rejuvenation of informal social networks; and
monitoring, evaluating, and advocating in a col-
laborative fashion.

The literature in the field of psychosocial rehabili-
tation and longitudinal investigations, such as that
by Harding, Zubin, and Strauss (1987), suggests that
social workers’ professional attitudes and their pro-
vider-driven approaches to the delivery of mental
health care may not be meeting the needs of clients
who, in the long run, do return to acceptable levels
of social functioning. Rather than viewing the
client as a passive receptacle for intervention, the

professional can work collaboratively with the client
and share responsibility for the design, implementa-
tion, monitoring, and evaluation of treatment plans
(Corrigan, Liberman, & Engel, 1990; Coyne, 1987).
This shift in approach that embodies principles of
empowerment is described as moving from seeing
people with psychiatric disabilities principally as ser-
vice recipients to seeing them as having the potential
for full community membership (Wilson, 1988).
Mirin and Namerow (1991) suggested that as con-
sumers of mental health care, patients are and
should be playing a more active role in treatment
design. An underlying assumption of this approach
is that clients’ perceptions regarding treatment effi-
cacy and their satisfaction with the type and method
of delivery will significantly influence which treat-
ments and intended outcomes they will accept. Two
models of case management in the field of mental
health that are illustrative of the empowerment
paradigm are the strengths model (Rapp & .
Wintersteen, 1989) and the advocacy empowerment
model (Rose, 1992).

Empowering Research Strategies

Much of the existing research in the field of mental
health reflects a “blaming the victim” ideology in
which problems experienced by people suffering
from severe mental illness are defined as lack of
skills, lack of work histories, lack of interpersonal or
daily living skills, lack of symptom control, lack of
compliance with medication and treatment regi-
mens, lack of motivation, and so forth. In the re-
search that has focused on families, the overwhelm-
ing conditions under which families operate have
often been reduced to lack of education, lack of
communication or coping skills, excessive emotion-
ality, and the like. The definition of problems con-
ducive to blaming the victim is not only descriptive
of mental health research but of much of the re-
search in both social work and psychology (Caplan
& Nelson, 1973; Kagle & Cowger, 1984). Once the
problem has been defined as person centered, then
interventions are developed to remedy the deficit,
and research is undertaken to test its efficacy. Even
when ecological interventions are implemented, the
research undertaken does not shift its focus.

This critique is not to suggest that these studies
reflect inadequate science, but rather to suggest that
priorities for the funding of rehabilitation and com-
munity support program research and the conduct
of these studies must meet a sterner test. Inquiry
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must not only reflect good science, it must also con-
tribute to the empowerment of those who seek help.
In other words, people with severe mental illness
would be better served by research that is a function
of and reflects the values of empowerment and
“conscientization” (Ecumenical Institute for the De-
velopment of Peoples, 1981).

To accomplish this task, the researcher must ask
the following kinds of questions, as suggested by
Rappaport (1989): Who does the content of this re-
search empower? Who does this method of research
empower? What voice does it amplify? Whose point
of view does it champion? This article describes re-
search strategies that offer promise for empowering
people with severe mental illness.

Context of Research

The empowerment perspective is not concerned
with simply identifying individual differences and
deficits and testing interventions designed to remedy
these, but rather is focused on understanding behav-
ior as a function not only of individual characteris-
tics (whether deficits or strengths) but also of the
interaction of individuals and environments. The
context becomes critical espedally when one posits
that behavior is partially, if notlargely, a function of
context. As Rappaport (1989) wrote, “If one wants
to know about behavior in a community, studying
persons out of their context imposes certain limita-
tions, despite the advantages of convenience and
control it affords the researcher. Something is gained
and something is lost. The choice matters and sug-
gests priorities” (p. 6).

Therefore, research done in the context of clinics,
hospitals, sheltered workshops, and other contrived
settings may not provide the kind of information the
field needs and may be irrelevant to consumers. For
example, given the presumed inability of people with
severe mental illness to generalize behavior from one
venue to another (Gutride, Goldstein, & Hunter,
1973; Jaffe & Carlson, 1976; Liberman, Massel,
Mosk, & Wong, 1985), demonstrating the efficacy of
social skills training in a hospital or day treatment
program has little usefulness if those skills are not
applied by the consumer in community settings. In
fact, much of the research on vocational and daily
living skill development suffers from this flaw. As
Wilson (1988) stated, practitioners must move from
the view of “maintaining people in community ser-
vices to assisting them whenever needed to achieve
or maintain roles as regular community members”

(p. 10). Recent research using Bronfenbrenner’s eco-
logical framework demonstrates not only the impor-
tance of doing research in real community settings
but also the necessity of looking at interaction
among settings (Pence, 1988).

Vantage Point

One of the reasons for the dominance of person-
blaming interventions and research is that the
people social workers seek to help have not been
judged to be important informants or collabora-
tors in the execution of the research. There are
entire areas of psychiatric rehabilitation in which
little or no research has been undertaken querying
consumers about their experiences, perspectives,
and recommendations. For example, what pub-
lished research has asked consumers for their view
of obstacles to employment and for successful
strategies in obtaining meaningful work? A similar
question can be asked for crisis intervention or for
rehabilitation services for mentally ill people or
substance abusers.

The empowerment perspective suggests that the
study data not only must come from the consumers
themselves but also should be collected by consum-
ers whenever possible. A study in which the type of
data sought is determined solely by professionals
who evaluate the consumer is inadequate. Surveys of
professionals are contraindicated unless comparable
surveys of consumers are included. Measures from
various vantage points (for example, professionals,
significant others, resource controllers) are often
important but are not sufficient from the empower-
ment perspective. The point is that people have dif-
ferent realities, and it is the consumers’ reality that
needs amplification. According to Wilson (1988), “A
key component of such a focus is how these indi-
viduals evaluate their own experiences and life situa-
tions” (p. 10). A major reason that research on the
role of families has moved from person blaming has
been the recent literature and.research based on the
family’s own perspective (Hatfield, 1978, 1979;
Hatfield, Fierstein, & Johnson, 1982; Hatfield &
Lefley, 1987).

For example, a research team at the University of
Kansas School of Social Welfare recently undertook
a pilot study on obstacles to employment for people
with severe mental illness. Interviews were
conducted with vocational rehabilitation counselors;
staff of mental health agency—operated work pro-
grams; and 19 consumers, one-third of whom were
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employed. Although the professionals identified a
host of consumer characteristics and a few charac-
teristics of the employment market as significant
impediments, 70 percent of the consumers stated
that the single biggest obstacle to employment was
discouragement or lack of permission from their
primary professional support person (psychiatrist,
case manager, vocational rehabilitation counselor,
and so forth). The most frequently identified help in
getting a job by those who were employed was a
friend.

The point here is not that one group is right or
wrong but merely that there are different perspec-
tives on the same phenomenon (Ball, 1977). Given
that there is a preponderance of professional opin-
ion available in the literature, the adoption of an em-
powerment perspective requires that the consumer
perspective be emphasized. There is some evidence
that consumers may be correct more often than not.
As Ewalt and Honeyfield (1981) wrote, “Efforts at
deinstitutionalization that rely on professional judg-
ments, at least in the mental health field, have failed
miserably, with an overwhelming proportion of dis-
charged long-term residents unable to maintain on-
going community tenure” (p. 223). In fact, these
authors’ study of consumer perceptions of resources
needed to “make it” in the community lack refer-
ence to psychiatric or mental health care but place
housing, work, money, and friends near the top of
the list. In employment, given the rather poor results
of professionally designed interventions (Bond &
Boyer, 1991; Dion & Anthony, 1987), it is possible if
not likely that more effective alternatives could
emerge from asking consumers.

Formulation of the Research Question

From an empowerment perspective, even the ini-
tial conception of the research project with its for-
mulation of research questions and hypotheses
should involve consumers. This conceptual work
should be done in a collaborative fashion. What
questions do consumers have? What is of interest
to them? What do they want people to know? This
initial conception does not require a consumer to
be well versed in scientific inquiry and research
methods. Rather, it can be derived by researchers
who are willing to hear what consumers are saying
and who are engaged with consumers in a way
that seeks to learn from them rather than to study
them. Focus groups are a promising strategy for

helping to develop a research agenda and for help- .

ing to shape interventions to be tested (Krueger,
1988). To accommodate focus groups, a research
teamn should have a substantial representation of
consumers. Also, the question of how consumers
will be better off (from their perspective) for hav-
ing done the study must be addressed.

One way of empowering would be to explore
consumers’ strengths. Researchers could learn as
much, if not more, from examining how consumers
cope, survive, and thrive than from pursuing how
they fail. A study of people with severe mental illness
who are employed or have maintained employment
for some time might provide valuable leads for ser-
vice design. In addition, researchers could learn
much from programs that produce exceptional em-
ployment rates. Such an approach has been used
with considerable impact in business management
(Peters & Waterman, 1982) and more recently in
mental health management (Gowdy & Rapp, 1988).

Consumer strengths are also manifest in re-
search studying consumer-run programs or self-
help enterprises (Lieberman, Gowdy, & Knutson,
1991; Mowbray, Wellwood, & Chamberlain, 1988;
Roberts & Rappaport, 1989). A major question
could be, How do practitioners identify the fac-
tors and contexts that empower people? Further-
more, how can these contexts be facilitated? As
Rappaport (1989) stated, “Empowering research
attempts to identify what is right with people, and
what resources are already available, so as to en-
courage their use and expansion under the control
of the people concerned” (p. 12). Models of inter-
vention based on a strengths perspective would also
be appropriate (Kisthardt, 1992; Modrcin, Rapp, &
Poertner, 1988; Poertner & Ronnau, 1992; Rapp &
Chamberlain, 1985; Rapp & Wintersteen, 1989).
Studies exploring methods for families to be more
effective legislative and program advocates would
also be appropriate.

Interventions to Be Tested

The selection and design of interventions to be
tested should be consonant with the consumer
agenda and should reflect their definitions of de-
sired help. For example, a prominent agenda item
for the National Alliance for the Mentally Ill
(NAMI) is legislative and administrative advo-
cacy. The testing of interventions designed to en-
hance NAMTI's political influence would be particu-
larly relevant, and that relevancy would increase the
likelihood of the adoption of other successful
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intervention strategies. Many consumers want jobs,
opportunities to contribute to others, and meaning-
ful roles. They are unlikely to request vocational
testing, skill training, or group-home living. Inter-
ventions that focus on the former list are given
priority by the empowerment perspective. Re-
search proposals should be required to document
the compatibility between the consumer’s agenda
and the intervention to be tested.

The empowerment perspective provokes explora-
tion at levels beyond just the individual. The ideol-
ogy of blaming the victim leads inevitably to studies
of individual-level interventions. In contrast, the
empowerment perspective suggests a broader array
of research fodi, including interventions directed at
individuals, groups, families, organizations, service
delivery systems, and communities. Interventions at
any of these levels could help empower people with
severe mental illness. For example, the problem of
unemployment and underemployment of people
with severe mental illness could be addressed at any
of these levels in several different ways (see Table 1).
In practice, many of these interventions have been
attempted, but they have only occasionally been the
subject of research and evaluation (Anthony &
Blanch, 1989).

Of particular concern are organizational and sys-
tems interventions like exploration of the supervi-
sory, management, and administrative structures
and behaviors that contribute to improved con-
sumer outcomes. There is some evidence that the
behavior of managers is influential in achieving con-
sumer outcomes (Harkness & Poertner, 1989; Rapp
& Poertner, 1991) and may be the principal factor
distinguishing the most effective community-based
programs (Gowdy & Rapp, 1988).

Current rehabilitation research has largely ig-
nored negative side-effects of social interventions.
Illich (1976) referred to social iatrogenesis in medi-
cine as increasing stress and dependence while re-
ducing individual choice and self-care. In this view,
the medical monopoly itself has a negative impact
on individuals, quite independent of any positive or
negative clinical effects of a given treatment. The
same critique holds true for psychiatric rehabilita-
tion. Just going to a professional for help can be seen
as disempowering. Helping someone get a job may
convey subtle messages, such as, “You cannot get a
job yourself without my help.” Rehabilitation re-
search should seek to capture, where appropriate
and feasible, iatrogenic consequences of tested

Table |
TR

Sample Employment Interventions at Multiple
Levels for People with Severe Mental lliness

Level Sample Interventions

Career counseling

Volunteer work opportunities

Job placement

Supported work

Fairweather Lodge

Job clubs

Consumer-owned and con-
sumer-operated businesses

Consumer self-help groups

Make employment the number
one agency priority

Include considerations of work
in all case reviews

Set rewards for staff who get
the most people employed

Convert day treatment program
to prevocational program

Provide vocationally oriented
staff training

Put aside agency funds for
transportation and clothing
for work

Assign vocational rehabilitation
counselors to treatment teams

Increase funding for supported
work programs

Liberalize vocationai rehabilita-
tion eligibility criteria

Include vocational content in
core discipline degree
programs

Public educational campaign to
reduce stigma in employment
(for example, media exposure
to consumer achievement)

Chamber of commerce-initiated
jobs program for clients

Individual

Group

Organization

Service system .

Community

interventions. Of particular concern is the effects on
individuals’ sense of confidence, empowerment, and
self-efficacy (Bednar, Wells, & Vandenbos, 1991).

Selection of Outcomes and Measures

Testing the effectiveness of rehabilitation and
community support program interventions is
based on sets of dependent variables often derived
from the problem definition. For example, lack of
job skills leads to interventions directed at teach-
ing job skills, which are then measured by what
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degree such skills are in the research subject’s rep-
ertoire. In general, current research has used a
fairly narrow range of desired outcomes, the core
of which include a decreased level of symptom-
atology, reduced use of psychiatric hospitaliza-
tion, development of functional skills and behav-
ior, compliance with treatment regimens, and
service use. These provider-driven outcomes re-
flect a focus on the illness, consumer deficits, and
adherence to professional prescriptions.

The outcomes reflecting an empowerment social
agenda are characterized by individual achievement
and growth, an improvement in the fit between indi-
vidual capacities and environmental opportunities,
and the promotion of psychological well-being in
terms of empowerment. Such outcomes also suggest
a more holistic, evolutionary orientation rather than
one based on predictable and pre-established factors
measured in reductionistic terms.

The assumptions and strategies characterizing
empowerment research naturally lead to a set of
outcomes that are different from those currently
used. A sample of these outcomes is listed in
Table 2.

The quality-of-life measures are included here
because of the overwhelming frequency with
which people with severe mental illness say these
are the domains of most interest to them, yet
these are the ones we most often take for granted.

The selection of outcomes to be measured within
an empowerment framework needs to be derived
from the consumer’s experience. What is important
to the consumers? What is the language that they use
to describe that which is important? Variables such
as treatment plan compliance and service utilization
are unlikely to be of concern to consumers and in
fact may be perceived as antthetical to their welfare.
The chasm between researchers and consumers is
pronounced in the language both parties use.
Whereas consumers may talk about employment,
researchers may talk about instrumental role func-
tioning. Whereas consumers talk about friends and
loneliness, researchers talk about social support. De-
cent apartments, adequate food and clothing, and
opportunities to recreate become quality-of-life is-
sues. Although some of this language is necessary to
communicate with different groups, much of it is
unnecessary and misdirected. For example, consid-
erable attention has been paid to the social support
construct, and yet a decent measure for the severely
mentally ill population has not emerged, nor has

Table 2

ramees— .
Sample of Empowerment-Oriented Outcomes

Attainment of individual goals

Consumer satisfaction with services and life

Reduction in the discrepancy between the
consumer’s expectations and actual acheivements

Community and environmental impacts (for example,
new resources, changes in public attitudes)

Increased opportunities for consumer work, play,
involvement, and participation in the community

Empowerment of consumer as citizen (for example,
development of political skills)

Increased community tenure

Improvement of quality of life (vocational and
educational opportunities, independent living,
friendships, and contributions to others and to the
community)

agreement on the core elements been achieved
(Schilling, 1987; Sullivan & Poertner, 1989). In con-
trast, there is promising work being done on loneli-
ness with instruments attaining reliability coeffi-
dents of .94 to .96 (Russell, Peplau, & Cutrona,
1980). There has also been an emergence of client-
developed instrumentation (Smith & Ford, 1990).

For the empowerment-concerned researcher, this
discussion implies the following: First, being im-
mersed enough with consumers to know their con-
cerns and desires and the language they use is criti-
cal. In addition, most of the current instruments are
not suitable because they do not reflect an empower-
ment perspective, and therefore concerted efforts to
develop new instruments are needed. Finally, the
selection and development of measures should be a
collaborative effort between researchers and con-
sumers. Short of new instruments, researchers
would be well advised to use ethnographic inter-
views with consumers as at least a part of any re-
search. The ethnographic interviéw seeks to explore
the person’s own perception of the world in his or
her own terms (Spradley, 1979). It eschews the use
of close-ended questions or prescriptive interview
schedules. This type of interview is important in de-
veloping instruments, in testing the validity of in-
struments, and in, giving voice to consumer views
and experience.

An important construct that requires new in-
strumentation is empowerment. Empowerment
embodies such concepts as confidence, control,
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decision authority, influence, autonomy, and self-
trust. At one level, empowerment is expressed as a
situational occurrence or, as Bandura (1982) re-
ferred to it, as self-efficacy. Self-efficacy is the self-
perception of our ability to perform a given behav-
ior, task, or goal. Research on this concept helps
explain the discrepancy between a person’s actual
ability and achievement or performance (Bandura,
1982; Leary & Atherton, 1986; Maddux & Stanley,
1986; Zeiss & Lovett, 1987). A second level of em-
powerment refers to a pervasive self-perception that
is not situation specific. For example, some people
are more confident in a variety of situations than are
others. They possess a generalized sense of power
and control that they bring to events in their lives. A
major research task is to collaborate with consumers
in the development of valid and reliable instruments
and methodologies for assessing both levels of em-
powerment.

Dissemination of Research Results

Once the data are analyzed, the results are typi-
cally written and disseminated to professional au-
diences through publications, presentations, and
workshops. The empowerment research agenda
would require that consumers and consumer
groups be targeted with as much zeal as social
workers seek professional recognition. If knowl-
edge is power, then the results of research must be
placed in the hands of those we seek to empower.
Several mechanisms are available, depending in
part on the nature of the research project itself:

B The data can be fed back to consumer groups
who, through discussion, can help interpret
the results and identify conclusions and impli-
cations from their perspective.

B On the basis of the data, consumers can
help formulate recommendations for policy
and program changes and develop strategies
for promoting such changes.

M Research that highlights consumer success
or achievement could warrant public or pri-
vate recognition and celebration.

B Research could be presented at consumer
conferences and meetings.

B Research products could include summaries
written in layperson language and could be
made available to consumers.

Conclusion

Empowerment as a philosophy and as a set of related
strategies represents a concept that few social work-
ers, researchers, program managers, and practitio-
ners hesitate to embrace. However, shifting the focus
from evaluating intervention impact by controlling
predesignated variables deemed as relevant from the
professional perspective to exploring what holds
value and meaning from the consumers’ point of
view requires the development and delivery of re-
search protocols that place consumer-focused ques-
tions at the forefront of the research agenda. Pract-
tioners must be willing to identify consumers as the
primary informants about what is wanted and need-
ed from providers. They must be willing to elevate
consumers from the role of client to the roles of
teacher and partner in a collective learning enterprise.
As Malucdio (1979) noted, practitioners must be

committed to the notion that we can learn a great

deal directly from clients. We can learn how they

view our services, what they find effective or inef-

fective, and what suggestions they have for im-

provement. Ultimately, through the input of cli-

ents, we may be able to improve our skills and our

methods of training future professionals. (p. xi)

Although the empowerment agenda is a well-
established part of the social work and mental health
and rehabilitation value base, the research in the
field often fails to reflect o support it. This article
challenges funders and social work researchers to
operationalize the empowerment perspective in their
work. For example, altering NIDRR and NIMH
grant announcements to require the use of research
strategies that are empowering should have a signifi-
cant impact on research in the field. Not every re-
search project and question can include this perspec-
tive. The goal is to maximize the operationalization
of the empowerment perspective in as much re-
search as possible and in as many ways as possible.
Several examples and an analysis of the empower-
ment perspective are contained-in Rapp, Kisthardt,
Gowdy, and Hanson (1991). In our view this per-
spective would accelerate the achievement of our
ultimate goal, which is the psychological and social
well-being of those we serve. B
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