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Abstract. The aim of this contribution is to explore how different treatments are experienced from the perspective of individu-
als with mental illnesses. We used data drawn from qualitative, narrative interviews. When asked to discuss their lives, people
rarely discuss their psychiatric treatment. When asked about treatment, they describe hospitalization and medication but not out-
patient care. What is described as most helpful are relationships with others, especially in 24-hour centers, clubhouses, and user-
run organizations; places where they report feeling that they are accepted, understood, and cared about. Also important are experi-
ences of “giving back” to others and employment as ways of increasing participants’ sense of self-worth and value. Participants
also indicated the importance of medication, but described protracted processes of having to find the right prescriber, the right med-
ication, at the right dosage, and taking the medication long enough to derive its benefits. For others, symptoms were described as
being an integral part of who they were and not something they wanted to eliminate. Traditional treatments (e.g., medication), if
given by a practitioner who understands the person and is willing to try to find the right medication and dosage, may serve as a
foundation for instrumental experiences of being accepted, understood, valued, and being able to give back to others.

We have conducted, listened to, and analyzed hun-
dreds of interviews of individuals living with serious
mental illnesses. What has perhaps been the single most
surprising thing about these interviews is how little the
individuals involved talked about treatment. Had we not
been invited to write an essay on this topic, in fact, it is
unlikely that we would have chosen to do so, so seldom
is this topic broached in the stories people tell about their
lives. It is not that they are reluctant to do so, as one
might at first imagine, due to stigma, embarrassment, or
some lingering sense of the sanctity of the confidentiali-
ty of their care, like some tight-lipped psychotherapists. It
is just that it does not seem to occur to them to talk about
it unless they are specifically asked to do so. When asked,
they are forthcoming and their perspectives on and expe-
riences of treatment differ widely depending on the cir-
cumstances, the treatments they received, the circum-
stances under which these treatments were offered, the
treatments’ effects and side effects, and, in particular, the
treater as a person.
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For the purpose of this essay, we will describe some of
these various responses regarding treatment drawn from
our body of narrative research and from that of a few col-
leagues. Following the technique of a good narrative
interviewer, we will take our lead from the participants in
our studies as to what is most important, telling their sto-
ries in as much the same ways, and using much the same
words, as they did.

In this regard, what individuals with mental illnesses
most often talk about as having been most helpful to
them are not specific treatments — such as psycho-educa-
tion, skill building, or psychotherapy — but rather specit-
ic people. While we learned this fact early in terms of
people’s lives beyond the boundaries of the mental health
system (e.g., friends, family), this point was driven home
to us in terms of life inside the mental health system as
well when one of our students chose to focus in her doc-
toral dissertation on patients’ experiences of outpatient
treatment. She carefully framed her opening question to
elicit stories of outpatient care but then became very frus-
trated in the pilot phase of the study when after the first
four interviews not one person had talked about their
experiences of treatment per se. To a person, they all
understood the term “treatment” to apply only to what
transpired in the hospital. Nothing that occurred outside
of the hospital setting was considered by them to be treat-
ment, with the sole exception of medications. After addi-
tional trial and error, it eventually became clear that the
most effective way to frame questions in order to elicit
the kind of stories the student was seeking was to ask par-
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ticipants about their relationships with outpatient service
providers. Once provided with this entrée of the relation-
ship, people were readily able to describe various aspects
of and experiences in the land of outpatient mental health
care. In apparent confirmation of the research which has
shown that the most effective element of psychotherapy
is the relationship with the practitioner, participants had
little to say about specific interventions or approaches
outside of relationships with specific people. This focus
on relationships continued through stories of experiences
at psychosocial clubs, 24-hour or drop-in centers, and
user-run programs where participants derived a sense of
community, where they felt they belonged, where they
could ‘hang out’ with their peers, and which offered
some people a launching pad for forays into the broader
community. For many people, it was in attending these
programs that they first met other people who had or
were experiencing the same kinds of problems they were.
This helped in numerous ways, including “validating”
their own experiences and decreasing their isolation and
loneliness as well as beginning to offer them ways to
address their complex, unmet needs; needs which now no
longer seemed as strange, alien, or unique to them. The
following three accounts from three different participants
capture some of these experiences and their perspectives
on them:

“I started going there and met people who were in the
same situation. That was the first time I ever met people
who were ill, and that was a very positive experience for
me. Because you were accepted and seen in a way. I liked
that a lot. You don’t have to say much, but the closeness
and fellowship is common ... I think I meant something to
them and they sort of cared about me, and it isn’t like that
at home, so it was very positive that you were seen and
accepted in a way. I experienced that as really unique.
That meant a lot to me”.

“I guess the service user organization was really the
turning point ... we're all sitting in the same boat, we
understand one another, we accept one another — we
should be able to be the persons we are — even if I don’t
feel good some days, no one thinks anything about it, they
don’t stare at me or anything like that — can be who I am.
Even if I'm not feeling well I can get out-come to the club
— and not just lie around at home all day ... It’s all about
basic needs: meeting people, going out, talking with
someone, whatever — being accepted just as you are”.
“We started to talk to each other about our sickness, we
talk about the pills we took, compared, ‘What are you on,
how many milligrams, do you feel tired in the mornings
or not?’ And most of them smoke too — you go out, take a

cigarette break — talk about the weather or how bad you
feel. That’s how you get to know one another. I went there
. They’re friendly,
they’re friendly and they’re kind, they can joke with you,

everyday although I was psychotic ..

and above all they understand. If 1 have a problem or
something that worries me, they listen and talk about it
and their way of being to me is friendly. They treat me
with respect and understanding. So I feel understood,
that there is someone who listens, I feel validated and it
helps me, my problems are not so big anymore when I
talk with them. I feel that I'm heard, I'm understood, val-
idated. I feel that I get respect”.

In this case as well participants did not talk specifical-
ly about the more programmatic elements of these cen-
ters such as psycho-educational or rehabilitative activi-
ties; i.e., those activities which might be ‘reimbursable’.
Instead, they focused on the relationships developed with
their peers and, at times, with the staff (who, in user orga-
nizations, are also their peers) and the feelings of being
accepted, understood, and cared about by them. While
within psychiatry there has been a movement away from
a more explicit focus on relationships toward the type or
content of treatment — including an assumption that such
feelings have nothing to do with mental illness per se —
in the lives of our participants these issues were seen as
crucial, and as providing a necessary foundation for any
further efforts toward recovery. As one woman, whom
we call “Fanny,” emphasizes below, not being “con-
firmed” contributed to her illness and left her in a state
others have described as being “a nobody no where”
(Davidson, 2003); a position Deegan describes as one in
which there is no one left to do battle with the illness
(Deegan, 1993).

“I talk about the problems I have, for example that I'm
having a hard time finding a job. So they reply that it’s
really hard to find a job these days, many people are
unemployed-they confirm what I say, they confirm my
words with their own. And they tell me: ‘Don’t give up,
keep trying, you look nice and you're outgoing and
you're creative and you’ll surely find some job some-
where.” And like when I got a job at a large department
store, just as an extra, they said: ‘Congratulations
Fanny!” and hugged me and congratulated me, saying:
‘How well things are going for you.’ ... I need to feel con-
firmed. I need to be seen ... I feel ill when I'm not con-
firmed ... When I'm confirmed ... I feel that my value is
confirmed, that I am worth something, that I'm part of a
group. 1 belong to something. Like I’'m not nothing, I'm
someone”.
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These relationships appear to be different from those
participants are able to develop in more traditional “clin-
ic” settings, as suggested by one Swedish participant,
who said:

“On Thursdays they have something going on in the
evening; a barbeque, play music and just about every-
thing. It costs only 10 krona and is very cheap. So yes,
this place has helped me. It’s better than going to the
‘psych clinic.” They have this lounge suite [at the psych
clinic]. Everyone sits on the couch and stares at each
other, from 8 in the morning to 12. That really feels like
doing hard time. I only go up there to get my medica-
tion. Down here it’s a different environment altogether.
It’s like a little café. We can sit outside in the summer...
and everyone is so nice. At the clinic, you feel that
they’re more like staff. Here, they're more like
friends”.

American participants have been perhaps even more
critical in distinguishing between the kinds of relation-
ships allowed in clinical settings from those cultivated in
user-oriented programs. In clinical settings, relationships
are described as hierarchical and asymmetrical, as rela-
tionships in which they are expected to disclose intimate
details of their personal lives and receive advice and care
from others while not being offered any information
about the lives of staff and not being allowed to offer any-
thing in return. This may result at times in participants
feeling diminished, inferior, and less than human. While
they may still experience being cared for, the experience
appears to be that of being cared for as a ‘mental patient’
rather than as a fellow human being.

In contrast, in other passages participants talk about
the importance of being able to “give back” to their peers
and staff at user-oriented programs and increases in their
sense of self-worth and value that derive from seeing that
they have things to offer that are valued by others. This is
conveyed in the following three passages.

“If 'm sitting at home and feeling miserable, it’s like I'm
the only person in the whole world whose life is like this
— then I'm just a piece of shit. If [ come here and see that
there are others who have the same kind of life as me —
well, we can help each other, give and take. That’s how
human relationships work”.

“By helping others you’re not totally worthless. Like it’s
a natural, human characteristic that if you're able to help
others than you’re worth something ...1t’s essential to life
for people to feel necessary...Giving something to some-
one else makes you feel worth something yourself”.

“It made me feel like I was being helpful and in situations
like that I don’t think so much about my illness. It kind of
goes on the back burner because sometimes I just think
about my illness and it seems like when I’'m helping some-
body or somebody says something nice to me ... as soon
as people say that, oh, you look good, things like that, it
makes me feel better about myself”.

As suggested in this last passage, in addition to deriv-
ing a sense of value and self-worth through giving to oth-
ers, relationships that are characterized by respect and
reciprocity can offer people a unique window back onto
themselves; it is through the eyes (and feedback) of trust-
ed others that they are first able to appreciate and gauge
their own achievements and progress. The crucial need
for and benefits derived from these kinds of relationships
led one participant to suggest that using the phone and
internet as ways of connecting to others is a form of reha-
bilitation which should be financially supported by the
government:

“I call him up and he calls me up and we talk about bowl-
ing, or politics. It doesn’t matter what we talk about, as
long as we talk ... the mentally ill need to use the phone
more, or surf [the internet] as a form of rehabilitation
...They give money to other handicapped people, those
who are physically handicapped for their special equip-
ment. But there’s money available for that only because
that kind of handicap is accepted. But money for our spe-
cial equipment — there is none, because they’re not
defined [as rehabilitative]. We have to take it from our
own resources ...The social insurance office doesn’t see
it as a form of rehabilitation”.

In addition to the support, acceptance, and sense of
identity and belonging offered by these programs and the
relationships which develop from them, participants
described the importance of having places to go from
and return to in their efforts to integrate into community
life. In earlier publications (e.g., Davidson et al., 2001)
we have described the integration process primarily in
terms of interpersonal relationships. For the purposes of
this essay, a better example is provided by the risks and
rewards involved in returning to paid employment or, for
some participants, entering the labor force for the first
time. Fanny describes above two of the roles user-ori-
ented programs play in assisting people to obtain
employment, encouraging them to try and then celebrat-
ing their successes. Other roles can be providing materi-
al and instrumental support including transportation,
coaching participants and enabling them to get practice
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doing job interviews, and, finally, providing job coach-
ing or support at the work site. Many of these same func-
tions can be served on a one-to-one basis without a social
club or day program through the individualized place-
ment and support model of supported employment (e.g.,
Becker & Drake, 1994; Drake et al., 1999). The person’s
perspective on this process has been described in more
detail by Strauss & Davidson (1996) and Krupa (2004).
For our participants, one of the key issues involved in
returning to work, whether through a program, through
supported employment, or on their own, has had to do
with going against the opinions of practitioners who told
them they would never work again and deciding to take
the risk to work even while symptoms persist (i.e., not
waiting to “get better” first). As captured in the follow-
ing two passages, it may be more effective to work as a
path to recovery rather than waiting to recover first
before working:

“If I wasn’t working my job I'd end up in a hospital or
something like that. Depressed all the time. But since I'm
working, I'm full time, and I'm going, going, going. I just
love it you know ... It’s kept me from being in the hospi-
tal” (Deegan, 2005, p. 32).

“There’s joy in work — instead of chasing after happiness
all the time ... the right way to go is to have a job, to make
sure that you have something worthwhile to do and after-
wards when you sit down, feeling happy just comes as a
side-effect”.

As a final aspect of treatment, we turn to the issue of
medications. Many participants talk about the importance
of medications, even crediting them with saving their
lives. As one person described: “What is crucial for my
health is taking the Risperdal, it attacks the psychosis.” It
is typically not a simple matter of taking one medication
and gaining relief from symptoms, however. What
appears to be more typical — both in our studies and in the
studies of Deegan (2005) and Jenkins et al. (2005) which
focused specifically on subjective experiences of medica-
tions — was a protracted process of trial and error through
which people ended up finding both the right doctor or
nurse, and then eventually the right medication. The
“right” prescriber was someone who listened to the per-
son, was willing to try different things, and who viewed
the medication as more than just a way to reduce symp-
toms. As one person in Deegan’s study described:

“She wants you to be the best person you can be so she
tries to get medication for that. Not something that’s just
going to, as I call it, zombify you out and get rid of the

symptoms. She wants to get rid of the symptoms but also
wants you to live” (Deegan, 2005, p. 33).

In addition to finding the right prescriber and the right
medication, participants report that it takes time to be
able to discern the benefits of a medication as change is
often incremental and slow. As a participant in Jenkins
and colleagues’ study described:

“I think a day doesn’t go by without my getting a little bit
better. That’s the nice thing about Clozaril. You do
improve over time, you know, if you continue to take
it...And it just takes a long time” (Jenkins et al., 2005, p.
221).

Another participant in the same study reported that for
her “it took like eight years” to find a medication that
worked (Jenkins et al., 2005, p. 390).

As Deegan & Drake (2006) argue, however, the rela-
tionship between people with mental illnesses and psy-
chiatric medications is often even more complicated than
this. Other complications include finding the effects of a
medication to be worse than the mental illness, choosing
not to take medications because of the stigma or social
rejection associated with them, rejecting medications as
symbols of the illness or because the person does not
think she or her is ill, and choosing not to take medica-
tions as prescribed because they do not appear to be
effective. Still other people describe their symptoms as
being an integral part of who they are and not something
they would like to eliminate via medication, as the par-
ticipant in Deegan’s study who said:

“I don’t really see it as mania. I see it as part of me. I just
see that as an extension of me when I am full of energy. I
am able to do things.... This is the me that I know but then
there’s somebody else calling it a disease, a problem.
Well, for me, this problem has got me through a lot!”
(Deegan, 2005, p. 33).

CONCLUSION

These findings from first-person accounts of how
treatments are experienced by individuals with mental
illnesses suggest that beyond psychiatric interventions,
relationships with others are crucial, including ones with
treaters in which the treater listens to the person and is
willing to try to find the right medication and dosage to
minimize symptoms while allowing the person to pursue
the kind of life he or she wishes to have. This relation-

Epidemiologia e Psichiatria Sociale, 17, 3, 2008
180

https://doi.org/10.1017/51121189X0000124X Published online by Cambridge University Press


https://doi.org/10.1017/S1121189X0000124X

What’s in it for me? The utility of psychiatric treatments from the perspective of the person in recovery

ship may then serve as a foundation for the crucial expe-
riences of being accepted, understood, valued, and being
able to give back to others. Future research should focus
on how these experiences, and the useful relationships
through which they develop, might be promoted by prac-
titioners and through peer support, mentoring, and
opportunities for people with mental illness to give back
to others.
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