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Participatory action research with self-help/mutual aid organizations for psy-
chiatric consumer/survivors is reviewed. We begin by tracing the origins of and
defining both participatory action research and self-help/mutual aid. In so do-
ing, the degree of correspondence between the assumptions/values of partici-
patory action research and those of self-help/mutual aid for psychiatric
consumer/survivors is examined. We argue that participatory action research
and self-help/mutual aid share four values in common: (a) empowerment, (b)
supportive relationships, (c) social change, and (d) learning as an ongoing
process. Next, selected examples of participatory action research with psychi-
atric consumer/survivor-controlled self-help/mutual aid organizations which il-
lustrate these shared values are provided. We conclude with recommendations
of how the key values can be promoted in both the methodological and sub-
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stantive aspects of future participatory action research with self-help/mutual
aid organizations for psychiatric consumer/survivors

Participation in self-help/mutual aid groups has been rising over the past
three decades (Kessler, Mickelson, & Zhao, 1997). In particular, self-
help/mutual aid organizations operated by and for people with serious men-
tal health problems have expanded. For example, in our home province of
Ontario, Weitz (1984) identified four consumer/survivor-controlled organi-
zations, not including branches of Recovery, Inc., in 1984, but by 1998, this
number had grown to more than 50 publicly funded consumer/survivor in-
itiatives (Shepherd, 1998, personal communication). Similarly in the U. S.,
Zimmerman et al. (1991) reported that GROW, a self-help/mutual aid or-
ganization for users of mental health services, grew from no groups to
nearly 100 groups in the state of Illinois over a period of 7 years.

As these self-help/mutual aid organizations have become more promi-
nent, there have been increasing calls to examine the nature and effects
of these diverse organizations and to determine what relationship they have
and should have with mainstream, public mental health services. Irainor,
Shepherd, Boydell, Leff, and Crawford (1997) have conducted an evalu-
ation of 14 of these organizations in Ontario. In the U. S., there are two
centers for self-help research and knowledge dissemination that have been
funded by the National Institute of Mental Health, one at the University
of Michigan (Thomas Powell, Principal Investigator) and one at the Uni-
versity of California, Berkeley (Steven Segal, Principal Investigator) (Powell
& Cameron, 1991; Segal, Silverman, & Temkin, 1995). Also, Julian Rap-
paport, Edward Seidman, and their research team from the University of
Illinois at Urbana-Champaign have conducted a large-scale collaborative
investigation of GROW (Rappaport et al., 1985). Finally, other sources in-
dicate a rapidly growing research literature on self-help/mutual aid organi-
zations for psychiatric consumer/survivors (see Davidson et al., 1997;
Humphreys, 1996). Tb varying degrees, most of these investigations have
used participatory and/or action-oriented research methods.

In view of this growth, it is important to reflect on what we have
learned to date and to consider directions for future research in this area.
To this end, this paper has three objectives: (a) to examine the degree of
correspondence between the assumptions/values of participatory action re-
search and those of self-help/mutual aid for psychiatric consumer/survivors,
(b) to review examples of participatory action research with psychiatric con-
sumer/survivor-controlled self-help/mutual aid organizations which illus-
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trate the values that are shared between the two, and (c) to make recom-
mendations of how the values can be promoted in both the methodological
and substantive aspects of future participatory action research with self-
help/mutual aid organizations for psychiatric consumer/survivors. We rely
both on our own experiences and those of others who have conducted par-
ticipatory action research v-ith self-help/mutual aid organizations for con-
sumer/survivors.

Before beginning, we note that we u the term "psychiatric con-
sumer/survivor" to refer to people who have tesn diagnosed with and often
hospitalized for serious mental health problems, such as schizophrenia,
unipolar depression, and bipolar disorder, and who participate in self-
help/mutual aid organizations. We use the term "consumer/survivor," rather
than professional language such as "patient," "client," or specific diagnostic
labels, because that is the term that people who participate in self-help/mu-
tual aid organizations use to describe themselves, particularly in our home
province of Ontario (Burstow & Weitz, 1988; Capponi, 1992; Chamberlin
& Rogers, 1990). Although the terms "consumer" and "survivor" have been
assailed by some professionals (Tbrrey, 1997), we believe that people have
the right to define themselves in whatever terms they choose. We also rec-
ognize that not everyone prefers the term "consumer/survivor."

PARTICIPATORY ACTION RESEARCH AND SELF-HELP/MUTUAL
AID ORGANIZATIONS FOR PSYCHIATRIC

CONSUMER/SURVIVORS: COMMON VALUES

Research methods, such as participatory action research, and meth-
ods of action, such as self-help/mutual aid organizations, are based on
underlying assumptions/values that are very consistent with the values of
community psychology (Prilleltensky & Nelson, 1997). It is these assump-
tions/values, either implicit or explicit, which are the defining charac-
teristics of the world view of a research or action approach. Like others
(Borkman & Schubert, 1994; Chesler, 1991; Kennedy, Humphreys, &
Borkman, 1994; Lavoie, 1984), we argue that the assumptions/values un-
derlying participatory action research and self-help/mutual aid organiza-
tions are quite compatible, and thus that participatory action research is
a good fit for the study of self-help/mutual aid organizations for psychiatric
consumer/survivors. Both participatory action research and self-help/mu-
tual aid organizations represent alternatives to conventional research and
intervention.
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Participatory Action Research

Participatory action research is a form of applied research that repre-
sents a fundamentally different paradigm than conventional research
(Chesler, 1991; Lincoln & Guba, 1985), Participatory action research blends
the traditions of participatory research and action research. Participatory
research emerged from work with oppressed peoples in developing coun-
tries (see Yeich, 1996). For example, Freire (1970) and his colleagues from
Latin America developed the widely influential concept of adult education,
engaging individuals in critical analysis and organized actions to improve
their situations. Participatory research works on the assumption that op-
pressed people themselves are fully engaged in the process of investigation.
They participate in a process of developing research questions, designing
research instruments, collecting information, and reflecting on the data in
order to transform their understanding about the nature of the problem
under investigation. With its connections to social movements, participatory
research has been defined (Hall, 1993): "as a way for researchers and op-
pressed people to join in solidarity to take collective action, both short and
long term, for radical social change" (p. xiv).

Action research was introduced in North America over 50 years ago
by Lewin (1946), who suggested that the best way to learn about social
systems was to try to change them. Lewin proposed cycles of problem defi-
nition, fact finding, goal setting, action, and evaluation to simultaneously
solve problems and generate new knowledge. Thus, one important charac-
teristic of action research is to organize the research into different phases,
with findings informing action throughout the process. Also, action research
identifies and involves key stakeholders at all stages of planning and im-
plementation. Closely associated with organization development, action re-
search has traditionally worked with human service staff and managers, but
less often with service users.

Although participatory research and action research share some com-
mon assumptions, they differ in some respects (Brown & Tkndon, 1983;
Reason, 1994). Participatory research has focused on power differences and
class conflicts and has been associated with grass-roots movements for so-
cial change, whereas action research has tended to minimize power differ-
ences and conflict and to be allied with those in power in organizations
(Brown & Tandon, 1983). Indeed, the issue of power and the challenging
of authority is central to this discussion as a distinguishing feature of the
two approaches. While action research works from a standpoint of agree-
ment and consensus, participatory research recognizes the challenges in-
herent in doing work where the powerful in society may resist when they
feel their power threatened (Borkman & Schubert, 1994; Yeich & Levine,
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1992). As Borkman and Schubert (1994) suggested, "there still seems to
be little communication between the two traditions" (p. 50).

In much of our work, we combine the principles of these two tradi-
tions. From participatory research, we recognize power imbalances and the
need to engage oppressed people as agents of their own change. From ac-
tion research, we recognize the value of engaging other stakeholders and
of using research findings to inform intervention decisions. Thus, we define
participatory action research as a research approach that consists of the maxi-
mum participation of stakeholders, those whose lives are affected by the prob-
lem under study, in the systematic collection and analysis of information for
the purpose of taking action and making change. Throughout the remainder
of the paper, we use the term "participatory action research" defined above.

Participatory action research involves a high degree of cooperation be-
tween researchers and stakeholders with constant feedback loops and a
commitment to using the findings and to raising all participants' conscious-
ness about the problem in its social context (Barnsley & Ellis, 1992;
Chesler, 1991; Gaventa, 1993). The desired process of participatory action
research is one that is: democratic (enabling the participation of stakehold-
ers), equitable (acknowledging people's equality of worth), liberating (pro-
viding freedom from oppressive conditions), and life enhancing (enabling
the expression of people's full human potential) (Stringer, 1996).

In the remainder of this section, we outline what we believe to be the
main assumptions/values that underlie participatory action research. The
values we describe are ones that are important to us and have informed
our work and thinking about research and action (Lord & Hutchison, 1993;
Prilleltensky & Nelson, 1997). We believe the power of values lies in their
capacity to ground us in a set of beliefs that are conscious and that direct
our actions. Although these values help us to be coherent in our thinking
and to guide our actions, learning to live our values is an ongoing challenge.

Empowerment

Many researchers emphasize that a major goal of participatory action
research is to help empower those with little or no power to control their
lives, or to amplify their "voices" and expand their "choices" (Park, Bry-
don-Miller, Hall, & Jackson, 1993; Ristock & Pennell, 1996). Participatory
research "fundamentally is about the right to speak" (Hall, 1993, p. xvii)
and strives to enhance both psychological and political power (Park, 1993).
These notions are congruent with our definition of participatory action re-
search. As Whitmore (1991) stated:
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Empowering the less powerful people in a society is thus a major, explicitly-stated
goal of participatory researchers and evaluators. In conducting an inquiry, they as-
sume that knowledge is a source of power and that community people—not only
the officially identified experts—can generate important and valid knowledge. Sci-
ence is seen as a political and cultural product, not as a neutral activity, (p. 2)

Stakeholders act as both participants and coresearchers in the research
process (Argyris & Schon, 1984). As Gaventa (1993) suggested, participa-
tory research "attempts to break down the distinction between the re-
searchers and researched, the subjects and objects of knowledge
production, by the participation of the people-for-themselves in the process
of gaining and creating knowledge" (p. 34). Control and ownership over
the research process and research findings is shared among all participants.
We have found that this is difficult in practice because it involves a shift
in roles for both the researchers and the participants. The dilemma is two-
sided: researchers need to "let go" of control, and consumer/survivors need
to "step up" and become more engaged. Since both partners are steeped
in the positivist paradigm, it often takes time to make these role shifts.
Stringer (1996) summarized the main characteristics of participatory action
research: choice, participation, inclusion, and communication. The charac-
teristics of choice and participation reflect the value of empowerment,
whereas inclusion and communication reflect the importance of supportive
relationships, which is the next value to be discussed.

Supportive Relationships

As stated above, we believe that one of the most important features
of new paradigm research is illustrated by the types of relationships that
may exist between researchers and participants (or coresearchers) (Smith,
1994). In particular, participatory action research involves relationship
building and may foster a connectedness not only to the topic area, but
often to the people involved. In some participatory action research studies,
the researcher facilitates a process of building a partnership among pro-
fessionals, family members, consumer/survivors, and other stakeholders. In
other studies, consumer/survivors are the prime stakeholders. Stakeholders
collaborating with researchers work to develop egalitarian and authentic
relationships and trust. By collaborating and snaring stakeholders' diverse
knowledge and experience, participatory action research seeks to change
the social and personal dynamics of the research situation so that it is co-
operative and enhances the lives of all those who participate (Stringer,
1996). We believe that clear communication and a conscious deemphasis
on professional jargon are important in participatory action research.
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Being reflexive or having an "equal engagement" in research activities
with the people requires that research be carried out and conceptualized
in new ways (Smith, 1994). Indeed, bringing parts of oneself as researcher
and participant is a quality of participatory action research. For us, this
has meant that both our private and public selves are merged more fully
in the research context. From our experiences in working with psychiatric
consumer/survivors, we cannot overestimate the importance of relationship
and concern with research participants. Within this framework, we have
found that dialogue is a distinguishing feature of participatory action re-
search in which people unite, perhaps similar to self-help/mutual ?id
groups, to share common experiences, and speak in a "full voice" (Park,
1993). The importance of dialogue is captured well in the following quo-
tation from Park (1993).

Through dialogue people come together and participate in all crucial aspects of
investigation and collective action . . . . Problems facing the poor and the powerless
must be understood in the hearts and the guts as well as in the heads, and the
people with the problems must talk to each other as whole persons with feelings
and commitment as well as facts. As a tool of research, dialogue produces not just
factual knowledge but also interpersonal and critical knowledge, which defines hu-
mans as autonomous social beings, (p. 12)

In participatory action research, people become participants in ways
that most other research approaches do not allow, and subsequently, gain
a greater knowledge about themselves, their lives, and their communities
(Park, 1993). As Stringer (1996) has stated, participatory action research
can be characterized as "the search for understanding in the company of
friends" (p. 160). These supportive working relationships enable people to
share honestly, which includes respectful disagreement and discussion.

Social Change

Participatory action research focuses on useful knowledge, problem
solving, and social change. It strives to integrate research and intervention
so as to reduce the gap between knowledge and action. Participatory re-
search emphasizes "mobilizing oppressed people to create societal-level
change" (Yeich & Levine, 1992, p.1899). "Defining their own reality"
heightens consciousness, and participants may then begin to challenge ex-
pert or dominant ideas and empowerment is fostered (Gaventa, 1993). As
Kroeker (1996) stated:

It (participatory action research) is premised on the belief that linking research to
action is crucial . . . Action ... is carried out through equal participation. Action is
collectively constructed, just as research. Action is intrinsically tied to research, because
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activism without analysis is counterproductive and potentially detrimental. An "ac-
tion-reflection-action" cycle provides the most potential for empowerment, (p. 136)

Examples of social change resulting from participatory action research
include the enhancement of a community economic development organi-
zation for people of low income, immigrants, and refugees in a Canadian
city (Papineau & Kiely, 1996), the creation of an organization of homeless
people in the U. S. to lobby for affordable housing (Yeich, 1996), and the
development of citizen participation in the cooperative movement in Nica-
ragua (Kroeker, 1996). In our own work, with other stakeholders, we con-
tributed to the development of a provincial Support Clusters Network for
people with disabilities and their families (Ochocka, Roth, Lord, & Mac-
Naughton, 1993).

Learning as an Ongoing Process

Participatory action research focuses on being responsive to partici-
pants' needs and perspectives, collective consciousness-raising about the is-
sues under study, and continuous innovation and renewal. One goal of
participatory action research is to understand and magnify how participants'
perceptions and realities are constructed and how such constructions can
build and change social interventions. Rather than focusing on replication,
learning should be maximized through a focus on innovation. All of this
involves a willingness and commitment to "learning as we go" (Ochocka
et al., 1993).

Whereas traditional research tends to be deductive in its emphasis on
hypothesis testing, participatory action research tends to be inductive. Find-
ings emerge during the research process and theory is grounded in the emerg-
ing findings (Chesler, 1991). This value was a prominent feature in the work
of our colleague, Kathryn Church (Church & Creal, 1995a, 1995b), with psy-
chiatric consumer/survivors engaged in community economic development.
Participants learned by doing in such a way that they were not restricted or
confined by expertise, but, as Church noted, made mistakes and took risks.
In her words, which are appropriate for both participatory action research
and self-help/mutual aid, they "failed forward" (Church, 1997).

Self-Help/Mutual Aid Organizations for Psychiatric Consumer/Survivors

As Humphreys and Rappaport (1994) have argued, self-help/mutual
aid represents a fundamentally different world view or paradigm than pro-
fessional services. Several writers (e.g., Borkman, 1990; Rappaport, 1993)
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have noted the differences between professional help and self-help. We de-
fine self-help/mutual aid organizations as settings in which people with a
problem in living or a common experience come together on a voluntary and
equal basis to share their experiential knowledge and to provide and receive
informal social support.

Many self-help/mutual aid organizations for psychiatric consumer/sur-
vivors were born out of negative experiences with professionals and the
formal mental health system. In Canada, for example, Chamberlin (1987),
a psychiatric survivor, wrote about her experiences in a book entitled On
Our Own: Patient-Controlled Alternatives to the Mental Health System. In-
spired by her work, a group of survivors in Tbronto developed a self-
help/mutual aid organization and named it after the title of Chamberlin's
book. On Our Own developed a business, the Mad Market, and operated
a successful magazine, Phoenix Rising, for many years (Weitz, 1984). Sur-
vivors have gone public and told stories of the abusive and paternalistic
treatment that they have experienced at the hands of the mental health
system (Burstow & Weitz, 1988). Several writers have traced the origins
and growth of the psychiatric survivor liberation movement (Chamberlin,
1990; Church, 1993; Everett, 1994). The more radical survivor organizations
reject the medical model and the notion that the mental health system has
a benevolent focus on "treatment." Rather, they view the mental health
system as an agent of social control and oppression, which strips people
of their rights (e.g., involuntary hospitalization) and subjects people to de-
meaning treatments and abuse (e.g., ECT) (Burstow & Weitz, 1988).

We suggest that self-help/mutual aid organizations share four values
in common with participatory action research, which we described in the
previous section. It is important to recognize that there is considerable di-
versity within self-help/mutual aid organizations with respect to these val-
ues. One value may be more central to an organization than others at any
given point. Also, some organizations will manifest certain values more fully
than other organizations.

Empowerment

Psychiatric survivor Don Weitz (1984) spoke of the "power reversal"
that occurs in self-help/mutual aid organizations. Whereas relationships be-
tween consumer/survivors and professionals are characterized by a power
imbalance, in self-help/mutual aid organizations members share power. Pro-
fessional expertise is demystified in self-help/mutual aid organizations, and
people who have experienced mental health problems are seen as having
valuable experiential knowledge which can be shared with others in a proc-
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ess of mutual aid (Trainer, Pomeroy, & Pape, 1993). The notion of survivor
"voice and choice" refers to the importance of self-determination and par-
ticipation in consumer/survivor-controlled organizations (Nelson, Walsh-
Bowers, & Hall, 1998). Empowerment also means focusing on people's
strengths and abilities, not deficits (Saleeby, 1992).

Rappaport (1987) presented empowerment as a multilevel construct.
In this regard, Segal et al. (1995) also suggested that empowerment in self-
help/mutual aid organizations for psychiatric consumer/survivors can be
conceptualized as occurring at three interrelated levels: (a) personal em-
powerment, which includes a psychological sense of control and actual ex-
periences of control, (b) organizational empowerment, which increases the
self-determination and participation of those within the organization, and
(c) community empowerment, which consists of participation in community
and political change activities.

Supportive Relationships

The second value, supportive relationships, refers to peer support and
what Sarason (1988) has called a "psychological sense of community." The
mental health system tends to surround people with serious mental health
problems with a sea of professionally delivered services, to use McKnight's
(1995) language, which stigmatize them and set them apart from the com-
munity. In contrast, in self-help/mutual aid organizations for psychiatric
consumer/survivors, members become a valued part of community, and
there is a focus on the whole person, including his or her strengths and
potential for contribution to the community. Levine and Perkins (1997)
have analyzed the concept of social support in the context of self-help/mu-
tual aid organizations and have argued that there are several key features
to this concept:

Self-help groups: (a) promote the psychological sense of community; (b) provide
an ideology that serves as a philosophical antidote; (c) provide an opportunity for
confession, catharsis, and mutual criticism; (d) provide role models; (e) teach ef-
fective coping strategies for day-to-day problems; and (f) provide a network of re-
lationships, (p. 313)

Social Change

Self-help/mutual aid organizations for psychiatric consumer/survi-
vors are quite diverse with respect to their politics and orientation to-
wards social change. Some, like Recovery, Inc. (Raiff, 1984), hold positive
attitudes towards and work in collaboration with mental health profes-
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sionals. Nevertheless, the mere presence of self-help/mutual aid organi-
zations, no matter how politically conservative, suggests some dissatisfac-
tion with the status quo of exclusively professional services and thus an
implicit espousal of the need for alternative approaches. At the other
end of the political spectrum, some survivor organizations view the men-
tal health system from a sociopolitical framework and have an explicit
antipsychiatry orientation (Burstow & Weitz, 1988). Radical self-help/mu-
tual aid organizations seek to change the oppressive social conditions
(e.g., poverty, loss of civil liberties, abuse, poor housing, stigma) which
many consumer/survivors face. Chamberlin (1978) has identified these
two self-help approaches as (a) partnership approaches with professionals
and (b) separatist approaches, from which professionals are excluded.
Consistent with this distinction, Emerick's (1990) survey of over 100 self-
help/mutual aid organizations for psychiatric consumer/survivors showed
that the majority of these organizations could be characterized as social
movement groups with a focus on political activism, while the remainder
focused more on social support for members. Thus, some groups may
place more value on social change, while others place more value on the
development of socially supportive relationships.

However, our experience suggests that this distinction is not always so
clear-cut. We are aware of and have worked with some organizations that
strive to create change within a partnership approach with other main-
stream organizations as well as to provide peer support. Our observation
is that partnership approaches can be used to work from within the mental
health system to make change, while separatist approaches work outside
the system to make change. Examples of partnership approaches include
coalitions between consumer/survivors, professionals, and other stakehold-
ers to lobby for supportive housing (Nelson, 1994) and changes in mental
health legislation (Church, 1996). An example of a separatist approach is
the survivor movement to ban the use of ECT (Hooper, 1987).

Social change can be aimed at several different levels of analysis, in-
cluding organization, community, and social policy. Organizational change
might focus on changing mental health services to make them more re-
sponsive to consumer/survivors' needs (Nelson, Lord, & Ochocka, 1996).
Changes at the community and social policy level often focus on increasing
consumer/survivors' access to valued resources, including housing, income,
employment, and education (Nelson et al., 1998). Supported housing, em-
ployment, and education and consumer/survivor-run businesses and housing
cooperatives are alternatives which can increase consumer/survivors' access
to such basic resources (Carling, 1995; Church & Reville, 1989; Trainor &
Tremblay, 1992).
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Learning as an Ongoing Process

Many self-help/mutual aid organizations for psychiatric consumer/sur-
vivors have a focus on learning as an ongoing process, which is consistent
with Senge and colleagues' notion of a "learning organization" (Senge,
1990b; Kofman & Senge, 1993). Learning organizations are committed to
"a new way of thinking, feeling, and being," or a culture of learning, change,
growth, and community building (Kofman & Senge, 1993, p. 6). "The im-
pulse to learn, at its heart, is an impulse to be generative, to expand our
capability" (Senge, 1990a, p. 8). In a learning organization, there is an as-
sumption that everyone has the capacity to learn and grow. Also, learning
occurs at all levels of the organization, including the individual, team or
group, and the organization. Moreover, learning occurs in context and is
both reflective and action-oriented.

The membership of learning organizations is encouraged to develop
a vision of where they want to be. The creative tension between the vision
and current reality is what motivates learning and change. The struggle to
actualize the vision and values of the learning organization in the context
of current realities guides the organization as a whole and the day-to-day
actions of members. Developing and striving to implement the values often
leads to a questioning of assumptions about traditional ways of thinking
and behaving, which takes members beyond their zones of comfort.
Through dialogue, support, and personal reflection, members generate in-
novative practices. Finally, learning organizations never "rest on their lau-
rels," as the values and realities of the organization are constantly changing.
Thus, learning is an ongoing process.

Rappaport (1993) has suggested that self-help/mutual aid organizations
have their own world views and a community narrative which expresses
that view. He asserts that the stories of individual members show a shift
over time as they adopt the community narrative as their own. Kennedy
and Humphreys (1994) have provided some support for this assertion in
studies of AA and GROW, both of which use a 12-step approach to change
and emphasize the role of a higher power. They found transformations in
four domains of the world views of group members: (a) the self, (b) rela-
tionships with others, (c) the universal order, and (d) the nature of the
problem or affliction. These findings are consistent with a central theme
of the learning organization, namely, that there is constant striving to ac-
tualize the values and vision of the organization. At this point, we know
less about how self-help/mutual aid organizations, as a whole, learn and
grow.

892 Nelson, Ochocka, Griffin, and Lord



Participatory Action Research 893

Summary

Our review of participatory action research and self-help/mutual aid
organizations for psychiatric consumer/survivors suggests that there is com-
patibility in the assumptions/values which underlie these approaches to re-
search and action. In Table I, we outline these common assumptions/values
and illustrate how they are manifested in each approach. Similarly, Ken-
nedy et al. (1994) have argued that the naturalistic paradigm is a better fit
for research with self-help/mutual aid organizations for consumer/survivors
than the positivist paradigm. As well, Rogers and Palmer-Erbs (1994) have
suggested that participatory action research can be fruitfully used in the
entire field of psychiatric rehabilitation.

SELECTED EXAMPLES OF PARTICIPATORY ACTION RESEARCH
WITH SELF-HELP/MUTUAL AID ORGANIZATIONS FOR

PSYCHIATRIC CONSUMER/SURVIVORS

In this section, we provide the reader with selected examples of par-
ticipatory action research with self-help/mutual aid organizations for psy-
chiatric consumer/survivors. Our aim is not to be comprehensive but rather
to give the reader a flavor of research with self-help/mutual aid organiza-
tions that illustrates the four values we have outlined. Although the exam-
ples that follow may pertain to more than one value, the examples that we
have selected fit best with the particular theme they were chosen to illus-
trate. In each part, we also identify dilemmas associated with the imple-
mentation of this approach.

Table I. Assumptions/Values Underlying Participatory Action Research and Self-Help/Mutual
Aid Organizations for Psychiatric Consumer/Survivors

Empowerment

Supportive
relationships

Social change

Learning as an
ongoing process

Power sharing
Voice and choice
Participation
Connectedness
Cooperation
Communication
Useful knowledge
Problem-solving
Social action
Sharing perspectives
Collective consciousness-raising
Continuous innovation

Power reversal
Voice and choice
Participation
Peer support
Opportunity to provide support
Sense of community
Political analysis
Strategies and levels of change
Access to valued resources
Culture of learning
Learning in context
Learning, action, and change



Empowerment

Participatory action research with self-help/mutual aid organizations
for psychiatric consumer/survivors can be conducted by consumer/survivors
themselves, as is exemplified in a recent study by Chamberlin, Rogers, and
Ellison (1996). The authors engaged 10 individuals as an advisory board
to design and direct a survey of the characteristics of members of 271 self-
help/mutual aid organizations. Moreover, this board brainstormed a defi-
nition of consumer/survivor empowerment and used this definition to guide
the development of a questionnaire to assess personal empowerment for
the survey (Rogers, Chamberlin, Ellison, & Crean, 1997).

Partnership approaches can also be employed with professionals and
members of the self-help/mutual aid organization. In our research work
with consumer/survivors, which has spanned a 10-year period, we have
shifted towards a more participatory approach. Our notions of what it
means to be a good researcher have changed from an emphasis on expertise
in research design and measurement to more of an emphasis on the inter-
personal and political dynamics of the research process. This shift has not
been an easy one. Through many years of socialization, both edicts of "con-
trol" and the notion that we as researchers are in sole possession of "knowl-
edge and truth" were drummed into us. However, as we have given up
control over the research process, we have developed more reciprocal re-
lationships with consumer/survivors, which has been personally engaging
and rewarding and which has helped us to connect many different aspects
of ourselves (personal, professional, and political). We have found that the
challenge of this work involves both "working across differences" and find-
ing common ground (Church, 1994).

A recent example of our work is a study of the changing relationships
between self-help group members and professionals. We worked with a
steering committee, which included members of two consumer/survivor self-
help/mutual aid organizations and professionals from two community men-
tal health organizations (Constantino & Nelson, 1995). This group
formulated the purpose of the study and research questions, decided on
research methods, recruited members of their organizations to participate
in the research, interpreted the findings, and suggested how the findings
could be used to promote change. This reflects the value of empowerment
in that consumer/survivors participated with the researchers and had con-
trol over the nature of the research design and process.

These examples illustrate how the value of empowerment can be im-
plemented in the process of participatory action research with self-help/rnu-
tual aid organizations for psychiatric consumer/survivors. In these two
studies, consumer/survivors actively participated in and exerted control over
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many aspects of the research process. We need to be aware that we as
researchers are the guests and self-help/mutual aid organizations are the
hosts of the research, as Rappaport et al. (1985) have noted. Research with
self-help/mutual aid organizations for psychiatric consumer/survivors can
also focus on empowerment in the content of the research. For example,
Segal et al. (1995) developed measures of personal, organizational, and
community empowerment in a study of four self-help/mutual aid organiza-
tions for psychiatric consumer/survivors and found that these measures
were related to a number of positive outcomes.

Supportive Relationships

The development of supportive relationships has also been a focus of
both the content and the process of participatory action research with self-
help/mutual aid organizations for psychiatric consumer/survivors. Contrary
to conventional inquiry that promotes separation from those participating
in the research, Rappaport et al. (1985) utilized a research methodology,
in their evaluation of GROW, that fostered relationships with their partici-
pants. The authors contend: "The participant observers are selected not
only on the basis of their data collection skills, but also on the basis of
their ability to form genuine relationships with members and their willing-
ness to respect the GROW approach" (p. 16). Researchers interact with
members on a regular basis and "come to be seen by members as genuine
and concerned people, not mysterious or imposing figures" (p, 16). The
researchers also focused on the content of supportive relationships within
GROW meetings, using systematic observations of over 500 meetings of
15 different GROW groups. Roberts et al. (1991) found, among other
things, that over time GROW members showed increases in several differ-
ent supportive behaviors directed to others in the group.

In the study mentioned earlier (Constantino & Nelson, 1995), we fo-
cused on both the process and the content of supportive relationships be-
tween self-help/mutual aid groups for consumer/survivors and mental health
professionals. The steering committee, comprising consumer/survivors, pro-
fessionals, and researchers, designed a study of how current relationships
between consumer/survivors and professionals could be improved. Partici-
pants suggested specific ways in which professional ideology and power
needed to be changed. Bringing these two groups together to conduct such
a study was part of a broader process which has led to changes in the re-
lationships between consumer/survivors and professionals in our community.
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Social Change

An excellent example of action-oriented research with self-help/mutual
aid organizations for psychiatric consumer/survivors that focuses on social
change is the work of Church (1993, 1995, 1996), who studied con-
sumer/survivor participation in formulating community mental health leg-
islation in Ontario. Church was hired by a group called Toronto Psychiatric
Survivors to study consumer/survivor participation in the public hearings
held by a provincial mental health legislation subcommittee. Using quali-
tative methods (field notes and interviews), Church documented the impact
that consumer/survivors who sat on the committee and consumer/survivors
who made presentations to the committee had on the process and outcome
of this committee.

The painful stories told by consumer/survivors were "unsettling" for
the professionals who participated in this exercise, and consumer/survivors'
"bad manners," which included personal experiences and emotions as
forms of knowledge, challenged the taken for granted rules for "proper"
participation in such a process. Consumer/survivor participation had a
strong impact on the final report of the subcommittee. While the govern-
ment never did enact community mental health legislation, the recommen-
dations were quite radical in their emphasis on consumer/survivor
participation, the need for housing and employment, and the funding of
consumer/survivor-controlled organizations. Moreover, some of the recom-
mendations were implemented (e.g., funding consumer/survivor-controlled
organizations). Church's work provides a rich narrative of the dynamics
of social change initiated by a social movement organization of psychiatric
consumer/survivors.

Another example of participatory action research which focuses on so-
cial change for psychiatric consumer/survivors is Church's study of five com-
munity economic development projects in Toronto (see Church, 1997;
Church & Creal, 1995a, 1995b). Church worked with the Toronto Commu-
nity Economic Development Network to document the experiences of con-
sumer/survivor-run businesses that were funded by the provincial
government. A goal of consumer/survivor-run businesses is to increase con-
sumer/survivors' access to the valued resources of work and income. Based
on qualitative interviews and observations, Church and Creal (1995a,
1995b) developed a document and a video which highlighted both individ-
ual and organizational stories of these alternative settings. The video is an
excellent educational tool for communicating findings, which relates to the
next theme of the importance of learning.
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Learning as an Ongoing Process

One example of participatory action research in which we used con-
tinuous learning to develop an innovative approach to family and individual
support was the Support Clusters project (Ochocka et al., 1993). By main-
taining a commitment to "learning as we go," the project effectively made
use of the evaluation and action research process. The research team
shared detailed evaluation insights and data with the entire project on four
separate occasions. Each time these feedback sessions led to important dis-
cussions and reflections, as well as having a direct impact on the interven-
tion. What was important about the way this study was designed was that
we organized the research into phases, with learning from one phase in-
forming subsequent phases.

We are in the process of studying three community mental health
organizations in our community, one of which is a self-help/mutual aid
(Nelson et al., 1996). These three organizations were selected, in part, be-
cause they are attempting to shift to a new approach to services and sup-
ports based on the concepts of empowerment and community integration.
All of the organizations began the process of change by using a broad
consultation process to develop a vision and values for change. The em-
phasis on these organizations has been on developing a culture of learning
and change, which is consistent with Senge's (1990a, 1990b) notion of a
"learning organization."

We are using qualitative methods to document the historical and policy
context of change, the processes and outcomes of change at multiple levels
of analysis, and how changes are experienced by different stakeholder
groups. The study, which is guided by a steering committee with con-
sumer/survivor, family, and staff representation from the three organiza-
tions, should provide valuable information not only to the settings but also
to other mental health organizations that are attempting to shift to new
ways of thinking and practicing. Not only are we learning about the or-
ganizations that we are studying, but we are constantly learning about new
ways to conduct participatory action research.

Even at the beginning of the project, we never expected that con-
sumer/survivors would be participating in every facet of the research, in-
cluding writing up the findings. This has happened because we created a
climate for a positive partnership. We ensured that consumer/survivors had
time to dialogue and ask hard questions before we started the study. We
worked to make sure that we were not defensive as we faced some anger
about the university receiving the grant money. Furthermore, we spent a
lot of time "working across differences," which included finding the best
times for meetings, taking frequent breaks for smokers, hiring con-
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sumer/survivor researchers, getting to know people's stories, and ensuring
that people had transportation to interviews. Through this process of sus-
tained engagement with consumer/survivors, we learned more about our-
selves, which included questioning some of our assumptions and making
changes in the way we work with people. Even though we remain outsiders
to the consumer/survivor culture, we have gained greater insight and com-
passion into the key issues of concern to consumer/survivors and more re-
spect for their knowledge and experience (Trainer et al., 1993).

RECOMMENDATIONS FOR METHODOLOGY AND SUBSTANCE IN
FUTURE PARTICIPATORY ACTION RESEARCH WITH

SELF-HELP/MUTUAL AID ORGANIZATIONS FOR PSYCHIATRIC
CONSUMER/SURVIVORS

We have developed several recommendations for methodology and
substance in participatory action research work with self-help/mutual aid
organizations for psychiatric consumer/survivors,

Recommendations for Methodology

Various methods can be used to foster and promote the values of em-
powerment, supportive relationships, social change, and a "learning as we
go" process. We have organized our recommendations according to the four
values that compose the framework for this paper. The reader should note
that some of the recommendations pertain to more than one value.

Empowerment

We recommend the use of research steering committees to promote con-
sumer/survivor empowerment in the research process. Leff, Campbell,
Gagne, and Woocher (1997) cited a slogan originating from the South Af-
rican disability movement: "Nothing about me, without me." A research
steering committee is one concrete vehicle for amplifying the voices of con-
sumer/survivors and other stakeholders in the research process. Steering
committees should have substantial consumer/survivor membership (the ac-
tual proportions can vary according to what other stakeholders are involved
in the study) that is determined by consumer/survivors. Steering committees
can help: (a) to develop other ways for more people to have input on the
research (e.g., holding information sessions within settings), (b) to enhance
communication, (c) to foster supportive relationships, (d) to use the re-
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search for social change, and (e) to promote an ongoing process of learning
(Rapp, Shera, & Kisthardt, 1993).

Research steering committees can vary in the amount of participation
and control that they have over the research. At one end of the continuum
is limited participation in which stakeholders provide input, while on the
other end of the continuum, stakeholders direct and shape the research.
In our experience, we have found it useful to have two vehicles for con-
sumer/survivor participation. A research steering committee functions like
a board and makes all decisions about the research design and process,
while a research team, which includes consumer/survivors, acts as the "do-
ers" who conduct the research. Also, like board members, steering com-
mittee members are not paid, but research team members are paid
employees of the project.

Along with other researchers (Chamberlin et al., 1996; Leff et al., 1997;
Rapp et al, 1993), we (Constantino & Nelson, 1995; Nelson et al., 1996)
have found that such committees play an important role in actualizing the
values of participatory action research and self-help/mutual aid. One of the
most effective ways to enable steering committees to "own" the research
process is to develop principles (e.g., not doing any harm to anyone, clear
communication, keeping conversations confidential) of how to work together
and how to implement the research. The use of steering committees does
not eliminate power differences between researchers and consumer/survi-
vors, but when facilitated well, they do provide a vehicle to "work across
differences" and find common ground between these two constituents.

Of course, the success of steering committees depends upon the re-
searchers' willingness to share power with stakeholders. We have learned
that having consumer/survivors chair the committee, setting a tone of in-
formality (e.g., providing food), using plain language rather than research
and professional jargon, encouraging and listening carefully to members'
contributions, and negotiating difficult issues are some of the ways that we
can begin to reduce the gap in power between ourselves and participants,
thereby nurturing reciprocal relationships and building community. For ex-
ample, in our research we experienced conflict related to the inclusion of
family members in the research. It was only through identifying the differ-
ent viewpoints and experiences that we were able to come to a resolution.
This involved an expanded definition of family (as more than parents) and
ensuring that interviewers would set limits on participants talking about
personal experiences of the family member with a mental health problem
(which was consistent with our previously agreed upon principle of doing
no harm).

We also recommend greater use of qualitative methods to promote con-
sumer/survivor empowerment. Qualitative methods provide consumer/survi-
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vors with the opportunity to speak about their own experiences relatively
free from any preconceptions on the part of the researcher. Borkman and
Schubert (1994) noted that within participatory action research: "everyday
experience and feelings are a major source of knowledge" (p. 64), Lived
experience, whose importance is recognized by many feminists, is often dis-
counted in conventional research (Kirby & McKenna, 1989). It is, however,
arguably the cornerstone of both participatory action research and self-
help/mutual aid for psychiatric consumer/survivors. We believe that qualita-
tive methods are ideally suited to help people to begin to have a voice and
to "reappropriate knowledge" (Gaventa, 1993). Our research through the
Centre for Research and Education in Human Services has used qualitative
methods extensively both to enhance and understand consumer/survivor em-
powerment (Lord & Hutchison, 1993; Lord, Schnarr, & Hutchison, 1987).

Supportive Relationships

Researchers who use a participatory action research approach should
encourage the development of authentic and supportive relationships. Authen-
ticity involves recognizing the contributions of people, sharing power with
stakeholders in the research process, and acknowledging the expertise em-
bodied in those who live the experiences. Lincoln and Guba (1986) have
suggested that authenticity should be an important criterion for community
research. Concretely, we have found that being on a first-name basis (avoid-
ing titles and labels), celebrating each others' birthdays, and sharing dif-
ferent parts of ourselves (rather than maintaining an aura of detached
objectivity) are valuable ways of establishing supportive relationships and
working across differences. The linking of private and public selves is not
easy for many professionals, but it is critical if we believe that experiential
knowledge is an integral part of supportive relationships.

With deepening self-disclosure, reciprocity, and trust, consumer/survi-
vors may ask professionals and researchers to assist self-help/mutual aid
organizations in different ways (e.g., consultation, support). For example,
we have been asked to assist consumer/survivors in formulating community
economic development initiatives, negotiating conflict with other organiza-
tions, and conducting workshops on vision and values and the role of board
members. Professional researchers can be helpful, when consumer/survivors
set the terms of what that help entails.

As relationships deepen and sometimes turn into friendships, we also
get invitations to go for a drink after meetings and individuals sometimes
seek us out for personal support. When this happens, boundaries between
professionals and consumer/survivors become blurred, and we as profes-
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sionals are likely to experience some confusion, role strain, and threats to
identity (Church, 1995, 1996; Curtis & Hodge, 1994; Pomeroy, Church, &
Trainer, 1987). We learn that supportive relationships are not just about
"accepting one another," but that there are profound differences in social
class and resources that underlie such relationships. Supportive relation-
ships are also about ensuring that disadvantaged partners can get to meet-
ings, participate with dignity, and be accepted for behaviors and language
that in the professional context might be considered rude (Church, 1996).

We believe that it is important to be aware of and acknowledge such
personal discomfort, as such experiences may help to inform us about how
change is made. Therefore, we recommend that researchers write about their
personal experiences in research articles (see Patterson, 1992). For example,
Church's (1995) candid writing about the "unsettling" nature of her expe-
riences working with psychiatric consumer/survivors can serve as an exam-
ple for others to follow. Another format that could be used is one in which
the researchers and consumer/survivors each provide their own perspectives
on the research process (Woodside & Cikalo, 1995).

There also seem to be paradoxes for consumer/survivors in these role
changes. We have found that consumer/survivors may get "too comfortable"
with their relationships with other stakeholders, so that they may be some-
what reluctant to speak their minds. We want to emphasize that supportive
relationships are not designed to obscure consumer/survivors' anger and
frustration, but to give it a safe place for expression and reflection.

Social Change

One tangible way to promote consumer/survivors' access to the valued
resources of employment, income, and education, which is a key component
of social change, is to hire consumer/survivor researchers. Hiring con-
sumer/survivors as researchers is consistent with some of our previous state-
ments about the importance of reducing or eliminating barriers in the
production and search for knowledge and change. In our current work with
one self-help/mutual aid organization, we were challenged at the first steer-
ing committee meeting regarding if and when we would be hiring con-
sumer/survivors. Subsequently, staff of this organization helped us to
advertise the position, screen applications, interview applicants, and make
the final decision as to who was hired. Although we initially had some dif-
ferences of opinion as to who should be hired, we eventually thought that
the consumer/survivor organization should have the strongest say in the
decision. The person we hired has turned out to be an excellent research
assistant and a great asset to the project.
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This example shows how empowerment can be fostered and how sup-
port for others' capabilities and expertise can be provided. Yeich and
Levine (1992) noted that "conducting of research provides people with re-
search skills. Acquisition of these skills means access to 'expert' knowledge"
(p. 1899). The value of hiring and training consumer/survivor researchers,
both for the research and for the consumer/survivor researchers, has been
noted by others as well (Morrell-Bellai & Boydell, 1994; Rapp et al, 1993;
Srebnick, Robinson, & Tanzman, 1990). Our experience is that ongoing
training and support with consumer/survivor researchers helps to create a
context for learning and personal growth.

Corrigan and Garman (1997) have pointed out that funding bodies
are beginning to recognize the importance of research partnerships and
participatory action research. While our experience is that this is true, we
also know that such research funding is still vested in research institutes
and universities, not in consumer/survivor organizations. As we mentioned
previously, these funding arrangements can create some tensions about who
really is in control and who benefits from the research. Thus, we believe
that new and creative solutions are needed that result in shared control of the
research budget. This might involve granting agencies providing some flexi-
bility on which organization can hold the grant and be responsible for the
budget.

Another issue regarding social change is the need to locate a group
or groups to use the research findings for education and/or advocacy. Not
only does this demonstrate respect for the people involved, but it further
transfers ownership of the research to the people (Rapp et al, 1993). In
reference to landon's earlier work, Yeich and Levine (1992) contend that
"if the movement is initiated by an outside researcher, the decision-making
role of the people may be limited initially, but continually grows" (p. 1896).
Steering committee members can use their organizations and networks to
communicate research findings.

To illustrate this point, Nelson (1994) reported on the development of
a mental health coalition of consumer/survivors, family members, and serv-
ice providers that used the findings from a needs assessment to advocate
for supportive housing for consumer/survivors. Moreover, with the endorse-
ment of our project steering committee, we have used findings from our
current research to advocate for community mental health programs for
our region. We wrote a brief that was submitted to a government-appointed
Health Services Restructuring Committee, which has a mandate to review
and make recommendations for changing health services in the province.
For researchers who are part of research centers or universities, this strat-
egy of locating a group to use research for advocacy is important. Re-
searchers who are seen as advocates often lose credibility in our culture,
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because they are not viewed as "objective scientists." The participatory ac-
tion researcher is especially vulnerable to this charge.

Learning as an Ongoing Process

The use of what Lincoln and Guba (1985) have referred to as an emer-
gent (or flexible) research design is consistent with the value of learning
as an ongoing process. We believe that this approach, in particular, allows
those involved in the process to learn as they go, being open to changes
and evolving ideas. Often we have used an emergent design in which the
research is conducted in different phases, with the findings from one phase
informing the design of subsequent phases (e.g., Lord & Ochocka, 1995;
Nelson et al., 1996). This approach stands in contrast to conventional re-
search in which all decisions regarding the design of the study are made
in advance of the data collection.

Employing an emergent design and a steering committee can help to
provide an educational component to one's research, which encourages mu-
tual education between researchers and participants (or coresearchers). In
our work, both the researchers and participants have helped to write sum-
maries of the findings. These summaries are shared with the steering com-
mittee, who approve reports before they are released. We have also found
it useful to prepare short, newsletter style summaries, which can be widely
circulated both within and outside the settings, as well as longer reports
which provide more detail. Finally, consumer/survivors and researchers can
jointly make presentations to research participants and settings, as well as
to broader audiences at conferences or workshops, to share what they have
learned (Rapp et al., 1993). We recently (March 1997) made a presentation
of the initial findings of a current study at the American Orthopsychiatry
Conference in Toronto (Nelson et al., 1996). Consumer/survivors, students,
and senior researchers all played a part in the presentation, and con-
sumer/survivors responded effectively to challenging questions from mental
health professionals and researchers in the audience.

Recommendations for Substantive Areas of Inquiry

In addition to some practical methodological steps that may be taken,
the values we have set forth may also be enhanced by further attention to
substantive areas regarding self-help/mutual aid organizations. While the
particular substantive areas that self-help/mutual aid organizations want to
focus on depends on the unique context and needs of each organization,
we see several general substantive areas of inquiry that fit with the values
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of these organizations. We believe it is important for researchers to con-
centrate on the goals and methods of self-help/mutual aid (e.g., empower-
ment, social support), rather than trying to force research on
self-help/mutual aid into addressing questions that are more pertinent to
treatment programs (e.g., a focus on psychiatric symptoms) (Trainor et al.,
1997).

Empowerment

We recommend further research to examine the personal and collective
empowerment of psychiatric consumer/survivors. One aspect of personal em-
powerment is the extent to which consumer/survivors become less depend-
ent on formal mental health services. While many consumer/survivors find
it important and useful to use treatment services, consumer/survivors also
recognize their need for independence. Several studies of self-help/mutual
aid organizations for consumer/survivors have found reductions in rates of
rehospitalization and use of other mental health services with active par-
ticipation in self-help/mutual aid (Edmunson, Bedell, & Gordon, 1984;
Kennedy, 1989; Trainor et al., 1997; Trainer & Iremblay, 1992). Govern-
ment stakeholders are also likely to be interested in this outcome, as they
are increasingly concerned with cost containment and resource allocation.

Reducing the use of mental health services, however, is, by itself, a
limited indicator of personal empowerment. Personal empowerment also
refers to perceptions and experiences of control, active participation, and
life enrichment (Kyrouz & Humphreys, 1996; Rappaport, 1987). Thus, both
qualitative (Kennedy & Humphreys, 1994; Lord & Hutchison, 1993; Trainor
et al, 1997) and quantitative (Rapp et al., 1993; Segal et al., 1995; Trainor
et al., 1997) methods to assess the process and outcomes of personal em-
powerment in the context of self-help/mutual aid are needed.

Finally, although empowerment has been conceptualized as a multi-
level, ecological construct (Rappaport, 1987), much of the research on em-
powerment has focused on the individual level of analysis. We believe it is
important to move beyond personal or psychological empowerment to en-
gage in research and action that seeks to eradicate oppressive structures and
processes and to encourage empowerment on a larger political and organiza-
tional scale. Recently, Segal et al. (1995) have studied organizational and
community dimensions of empowerment for psychiatric consumer/survivors
in the context of self-help/mutual aid organizations. Further research which
connects the "personal and the political" and which examines contextual
factors which contribute to empowerment is needed. To this end, we can
learn from the tradition of feminist research which shares many of the val-
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ues of participatory action research (Kirby & McKenna, 1989; Reinharz,
1992).

Supportive Relationships

To date, research related to the value of supportive relationships for
psychiatric consumer/survivors in self-help/mutual aid organizations has fo-
cused on the social networks and social support processes among con-
sumer/survivors. However, according to Kyrouz and Humphreys's (1996)
review, there is as yet no evidence that participation in self-help/mutual
aid organizations is accompanied by increases in one's social network, social
support, or experience of a psychological sense of community. Since these
are key aspects of the ethos of self-help/mutual aid, we recommend that
there be a focus on how self-help/mutual aid organizations contribute to con-
sumer/survivors' social support and sense of community. Ttainor et al. (1997)
found that consumer/survivor participation in a self-help/mutual aid organi-
zation was associated with participation in the community.

Prilleltensky and Nelson (1997) have argued that research and action
are needed that is related to connections between different stakeholders,
as well as connections within a stakeholder group. In the psychiatric con-
sumer/survivor movement, we need to learn more from "bridgers," that is,
people who are well positioned in both the consumer/survivor community
and in other networks. These bridgers often assume leadership positions
and serve as change agents. For example, in Church's work (1995), one
consumer/survivor, who was also a politician in the provincial government,
played an instrumental role in bringing consumer/survivors into a consult-
ation process on government community mental health legislation. There
are others, including professionals, who are involved in and can serve to
bridge or make connections between the consumer/survivor and noncon-
sumer/survivor worlds, whose experiences would be valuable to learn more
about.

Social Change

We need to pay greater attention to the social change aspects of self-
help/mutual aid organizations for psychiatric consumer/survivors. As Hum-
phreys and Rappaport (1994) noted in their review, most of the research
on self-help/mutual aid has been concerned with the interpersonal support
aspects of these groups and organizations. However, many self-help/mutual
aid organizations for psychiatric consumer/survivors have an advocacy and
social change focus. With the exception of the work of Church (1993, 1995,
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1996), there has not been much research focusing on the social change
activities of these organizations. It would be interesting to know what in-
fluence self-help/mutual aid organizations for psychiatric consumer/survi-
vors have had on mainstream mental health organizations, the policy and
planning process, and other community settings. Since many governments
have initiated "mental health reform," it would be important to note how
the presence or absence of self-help/mutual aid organizations for psychiatric
consumer/survivors has had an impact on such change processes. Also, we
have much to learn from consumer/survivors who have started their own
businesses and other community economic development initiatives (Church,
1997). Rapp et al. (1993) have discussed the importance of researching em-
ployment interventions for consumer/survivors, using a multilevel ecologi-
cal, empowerment approach.

Learning as an Ongoing Process

Another recommendation that we have is to learn more about the sto-
ries of consumer/survivor-controlled self-help/mutual aid organizations. Rap-
paport (1993) has argued that self-help/mutual aid organizations for
psychiatric consumer/survivors have their own "community narratives," and
that these narratives play an important role in the lives of individual mem-
bers. To date, there has been some research which looks at the stories of
individual members of self-help/mutual aid organizations, but there has
been little research regarding the organizational or community narratives
of such settings. One exception is the study of the creation of a self-
help/mutual aid organization for psychiatric consumer/survivors by Bargal
(1992). The stories of how such alternative settings are created and develop
over time would be very instructive, since such organizations usually oper-
ate with little external support and often face opposition from mainstream
mental health settings. We also need to learn more about the features of
successful partnerships between consumer/survivors and professionals
(Lord, Ochocka, Czarny, & MacGillivary, 1998; MacGillivary & Nelson, in
press).

Summary

We have made a number of recommendations of how the values of
empowerment, supportive relationships, social change, and learning as an
ongoing process can be promoted in both methodology and substantive ar-
eas of inquiry in participatory action research with self-help/mutual aid or-
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ganizations for psychiatric consumer/survivors. In Table II, we provide a
summary of these recommendations.

CONCLUSION

We have tried to reflect our commitment to "theory in the making"
(hooks, 1984). Our theories are evolving at the same time that we are learn-
ing from our continued collaborations with consumer/survivor organiza-
tions. We want to emphasize how important it has been for us to go gently
into this whole area and how our experiences, while not without some con-
flicts, have been mostly positive. We know that some colleagues who have
used participatory action research approaches with consumer/survivors have
encountered difficulties and challenges that are both personally and pro-
fessionally taxing. Effective dialogue has become a central principle in our
work with consumer/survivors. We have learned to listen and to respect
strengths and differences, to strive for better relationships and to celebrate
ourselves and others, to create contexts that enable consumer/survivors to
feel safe in collaborating for change, and to raise consciousness and pro-
mote education. Yet we recognize that these steps hi living our values are
"small beginnings" in the journey to build strong collaborative partnerships

Table n. Recommendations for Methodology and Substantive Areas of Inquiry in Participatory
Action Research with Self-Help/Mutual Aid Organizations for Psychiatric Consumer/Survivors

Assumptions/values

Empowerment

Supportive
relationships

Social change

Learning as an
ongoing process

Methodology

Use research steering committees
Greater use of qualitative methods

Develop authentic and supportive
relationships
Write about personal experiences in
research articles

Hire consumer/survivor researchers
Locate a group or groups to use
the research findings for education
and/or advocacy
Use emergent (or flexible) research
designs
Provide an educational component

Substantive areas of inquiry

Examine personal and
collective empowerment
Engage in research and action
that seeks to eradicate
oppressive structures and
processes and to encourage
empowerment on a larger
political and organizational
scale
Focus on how self-help/mutual
aid organizations contribute to
consumer/survivors' social sup-
port and sense of community
Learn more from "bridgers"
Pay greater attention to the
social change aspects of self-
help/mutual aid organizations

Learn more about the stories
of self-help/mutual aid organi-
zations



between participatory action research and self-help mutual aid organiza-

tions for consumer/survivors. Although we may believe that we are being

consistent with our values, those with whom we work may have different

views. Thus, it is important to engage in a process of open dialogue with

participants about our role as researchers and whether we are being true

to our values. What we have learned resonates with the following quote

from Lily Walker: "If you are here to help me then you are wasting your

time, but if you are here because your liberation is bound with mine, then

let us begin" (Lily Walker, date and source unknown).
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